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Introduction

the Building Capacity in Community mental Health Family Support  
and Carer respite project, funded by the australian government under  
the mental Health respite program, provided a structure to bring people 
and organisations together to develop new and innovative support and 
services for families and carers of people with a mental illness.

With the support of project Coordinators  
in each state and territory, new partnership 
groups were formed and a number of 
networks established. local area planning, 
identification of gaps and opportunities,  
and the needs of friends, family, carers and 
consumers based on their lived experience, 
provided the foundation for the development 
of a range of partnerships and initiatives.

the project took place during a time of 
significant change in the mental health  
sector across australia. the growing belief in 
the concept of recovery and person centred 
approaches must and will have an effect on 
how we view respite and how family support 
and carer services are delivered.  

everyone involved made a significant 
contribution toward delivering services,  
which provide choice, opportunity, dignity, 
empowerment and social inclusion for  
people with a mental illness, their families, 
friends and carers.

many people gave their time and thoughts  
to provide articles for this publication. Some 
articles discuss the conceptualisation and set 
up of innovative service delivery to provide 
support and respite for families and carers.  
other articles address issues that surround 
mental health and family inclusiveness: the 
omnipresence of stigma, the need for social 
inclusion, and the support and respite needs 
of families, carers and children of parents 
with a mental illness.

partners in respite is not an academic, 
evaluative or definitive statement about the 
project. it aims to be an enduring resource 
that provides a snapshot about family  
support and carer respite to add to the public 
discourse in the community and the sector. 

 

 
 
Christine Barry 
national project manager
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it’s often said, what doesn’t kill you makes 
you stronger. nowhere could this be further 
from the truth than in regard to severe 
mental health conditions—typically those 
such as schizophrenia, bipolar disorder, 
psychoses—which place the sufferer in a 
vicious circle of unemployment and low 
income jobs, homelessness or inadequate 
housing, reduced social networks, limited 
social activities, and third rate physical health. 

the result for the sufferer, typified by my 
sister, my friend’s neighbour, and my 
colleague’s brother, is social exclusion. 
Jennifer rankin, author of Mental Health 
and Social Inclusion—a (2005) institute 
for public policy research working paper—
explains social exclusion as, ‘a series of 
interconnected problems around poverty, 
discrimination, unemployment, low skills, bad 
housing and poor health.’ rankin suggests 
that social exclusion has far reaching impact, 
which adversely affects both the sufferers  
of mental illness and their families. 

rather than making sufferers stronger,  
the day-to-day outcomes for people with  
a mental illness reads something like the  
script of a Hollywood disaster movie: 49 per 
cent of sufferers have no close relationship 
with another person, 47 per cent of sufferers 
live in unsatisfactory accommodation, 38 per 
cent have an annual income of less than 
$20,000, 90 per cent of people with a mental 
illness also have a chronic physical health 
problem, 56 per cent cannot afford private 
health insurance, and 41 per cent cannot 
afford dental care (figures from Sane 
australia research Bulletins, 2006-2009).

Fran tilley, executive manager, mental  
Health and disability Services, unitingCare 
West (uCW), agrees you have to understand 
social exclusion before you can understand 
social inclusion. ‘i think that programs that 
are particularly designed to facilitate social 
inclusion have to be very, very person 
centred. they have to be very focused  
on addressing the needs of that group,  
and being flexible and understanding that 
even within groups there’s huge levels  
of uniqueness and diversity.’

in her role with uCW - perth based  
Fran says that many non-government 
organisations have been working on, and 
addressing, social exclusion for many, many 
years. ‘organisations such as uCW have had 
a real focus on walking alongside people, 
being there for the journey, supporting 
people with pretty much whatever it takes,’ 
she says. unlike the Brits who have led the 
campaign against social exclusion, in 
australia we tend to be more upbeat and 
speak about social inclusion. ‘it’s a much 
more positive term,’ Fran argues. 

one of uCW’s recent socially inclusive 
offerings is The Aboriginal Family Respite 
Service; a collaborative partnership 
developed in conjunction with the aboriginal 
Health Council of Western australia, the 
mental illness Fellowship of Western 
australia, and meerilinga young Children’s 
Foundation. the program came about in 
relation to a specific need. ‘uCW had 
significant contact with the aboriginal 
population in the meriwa area because  
we provide emergency relief services from  
a centre that we run. So we became very 
aware that a lot of families had strong 
support needs.’

Commenced in July 2009, the two year 
program is funded by the department of 
Families, Housing, Community Services and 
indigenous affairs, under their mental Health 
respite program. it offers respite to carers 
and their family on a monthly basis. activities 
include getting people to sit down and chat 
about issues they are facing, helping people 
to access health care services, helping 
families access emergency relief, organising 
guest speakers, linking families to other 
services, and making printed literature 
available for families to take with them. 

‘We offer a very simple service, which 
provides a regular opportunity for the family 
to have a break altogether’, Fran explains. 
‘We provide a venue and food, information 
and support, and activities that are 
appropriate for the family member with a 
mental health problem, people who are doing 
the caring, or the extended family.’ other 

activities being trialled include massage  
and painting. ‘a lot of the conversations  
that [need to] happen are occurring while 
participants are engaged in something  
else,’ Fran divulges.

While the program is in its early stages,  
the results of the approach look promising. 
attendance has been good, people are 
coming back a second and third time,  
and word of mouth is starting to spread  
the message.

When asked what’s unique about the 
program, Fran explains that traditional 
models of respite care were not well 
received. ‘For aboriginal families, in-home 
care is often seen as invasive and very few  
of them are interested in that form of respite.’ 
the other form of respite, where the person 
with the mental health problem is taken out 
for the day or provided with care to give the 
family a break, also did not work well. 
‘aboriginal families were often so worried 
about what might be happening for their 
family member that they were very loathe  
to try that kind of a service.’ instead of 
separating the person with a mental health 
problem from the rest of the family, the  
uCW program is about providing inclusive 
support to the whole extended family.

Fran also says an additional program purpose 
is advising about what services are currently 
available or could be available. ‘What we are 
trying to do with this program is make it 
flexible and very socially inclusive.’

paradoxically, social inclusion is not just 
about the absence of social exclusion. in  
an article on socially inclusive practice, the 
authors Bates and Seddon (2008) explain 
the paradox: ‘inclusion is not merely the 
absence of exclusion but a positive force  
that converts tolerance into welcome, 
attendance into belonging and participation 
into contribution’. a socially inclusive society 
is one that offers full citizenship equally to  
all members.

many theorists would agree that the first step 
toward full citizenship is for socially inclusive 
directives and goals to be embedded into 

in western developed nations mental illness is more common than 
asthma. and while one in eight women will be affected by breast  
cancer by the age of 85, one in five australians will experience some 
form of mental illness every year. it’s enough to take your breath away. 

my own situation is typically australian. i am the sister of a 46-year-old 
sufferer of schizophrenia. my best friend’s next-door neighbour suffers  
from schizophrenia, and a work colleague has a brother who has been  
in and out of care due to mental illness. We don’t talk about it much.  
there’s the stigma surrounding the illness, the stigma of having mental 
illness in the family or neighbourhood, and often there’s stigma around the 
way the person lives. yet if our relative suffered cancer or asthma, or one  
of a dozen other common health conditions—conditions which are similarly 
outside an individual’s control—there’s little doubt our conversations would 
be more open, more honest, and would occur more often. 

intervieW WitH fRan TIllEy By PEggy haIlSTonE

Social inclusion  
and mental illness – 
a walk alongside
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policy frameworks. these overarching goals 
go a long way toward paving a path toward 
removal of barriers such as stereotyping, 
discrimination, and stigmatising. and as  
Fran points out, it doesn’t matter where  
we start, so long as we start somewhere.

paving a path toward a more socially 
inclusive society is what the rudd 
government is facilitating. on 18 September 
2009 Commonwealth, State and territory 
Social inclusion ministers met for the first 
time, agreeing that social inclusion is a 
priority for all jurisdictions. the ministers’ 
communiqué, released following the 
September meeting, defined a socially 
inclusive society as, ‘one in which all 
australians feel valued and have the 
opportunity to participate fully in social  
and economic life’. 

according to the Federal government’s 
Social inclusion website, priority areas of 
concern are jobless families, children at  
risk of long-term disadvantage, locational 
disadvantage, employment for people living 
with a disability or mental illness, 

homelessness, and closing the gap for 
indigenous australians. as a result of  
the September 2009 all-of-government’s 
meeting, a draft action plan on social 
inclusion is to be released in early 2010.

as an idealist at heart, and as someone who 
has for many years walked alongside a loved 
one with a mental illness, i also look forward 
to the government’s draft plan. i look forward 
to the brave new inclusive world that will 
result; one that extends a welcoming hand  
to my sister and to sufferers of mental  
illness throughout our country, and one that 
promotes full citizenship for each and every 
one of us, regardless of life circumstances.

Note: Consent has been received by the 
author from the people referred at the 
beginning of the article - to refer to them
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Why mental health 
family support and 
carer respite needs a 
comprehensive social 
inclusion campaign

Molly galEa

Strong social networks are important in maintaining physical and 
emotional health (vicHealth, 2005). like service users, carers can feel 
socially excluded as a result of a mental illness diagnosis. this article 
draws on the experiences of two community organisations funded by  
the mental Health respite program and the observations of the 
Queensland alliance, Queensland’s peak body for the mental health 
community sector. it proposes that a social inclusion campaign 
encompassing both national and local initiatives is needed to encourage 
our communities to accommodate the different experiences of those 
caring for someone with a mental illness. 

i look forward to the brave new inclusive world that will  
result; one that extends a welcoming hand to my sister and  
to sufferers of mental illness throughout our country. and one  
that promotes full citizenship for each and every one of us, 
regardless of life circumstances.
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a socially inclusive society is defined as one 
where all people feel valued, their differences 
are respected, and their basic needs are met 
so they can live in dignity. in contrast, social 
exclusion is the process of being shut out 
from the social, economic, political and 
cultural systems that contribute to the 
integration of a person into the community 
(Cappo, 2002). 

in 2007 Queensland alliance Chief executive 
officer Jeff Cheverton undertook a Churchill 
Fellowship to investigate social inclusion 
campaigns. ‘Social inclusion is about 
broadening the stream rather than 
mainstreaming people,’ he says. ‘it’s not  
about making marginalised groups change  
to fit in, but about creating change in our 
communities so they are more accepting  
of the range of human experiences.’

Sally Stewart, Manager of Community 
Services, Queensland Program of 
Assistance to Survivors of Torture and 
Trauma (QPASTT), sees social inclusion  
on a more individual level. ‘We want to  
see carers connected to their communities. 
Our social inclusion work is about assisting 
people to build internal and external 
resources so they can have faith in their 
community connections.’ 

Why mental health family and carer respite 
needs a social inclusion campaign.

‘despite significant advances in the 
treatment and management of serious 
mental illness over the past two decades, 
prejudice and discrimination have remained 
real and present realities. Stigma and 
discrimination are experienced in multiple 
domains: at home, within friendships,  
in intimate relationships, at work, in the 
community, in the healthcare system and  
in the media’ (martin & Johnston, 2007). 

Widespread anecdotal evidence indicates 
that carers can experience shame about 
having a family member diagnosed with a 
mental illness, and find it difficult to talk with 
friends or seek help. Further, the interaction 
of culture and language barriers can make  
it hard to get information, access services 
and communicate with others. in some 
communities, there may not even be a 
language to talk about mental illness.

Carers of people with a mental health 
diagnosis often have different needs from 
other caregivers. mental health carers may 
need active social inclusion efforts because 
they themselves have withdrawn or been cut 
off from their community supports. as well  
as advocating for social inclusion for people 
with a lived experience of mental illness, 
services need to address the needs  
and barriers of carers. 

Sally Stewart points out that families and 
carers are often less recognised as part  
of the system and they are often socially 
excluded as much as people with mental 
illnesses. ‘Most mental health services 
focus only on the person with the label  
of mental illness, without capacity to 
consider support for family members and 
communities,’ she explains. ‘Our clients  
are excluded on a number of counts, 
including financial hardship, language, 
culture, unemployment, trauma and  
then mental illness.’

Kyabra Community Association initially 
planned to set up a traditional respite 
service but found that carers didn’t 
necessarily want time away from their  
family member. Tarryn Brown, Project 
Coordinator of Kyabra’s Flexible Support 
Options, says, ‘What they did want was 
some extra support around the home and 
some information. Family members have 
their own journey of recovery. So we are 
developing a service to focus more on 
practical support and providing a chance  
to think about recovery and roles apart  
from carer and care recipient.’

What would a comprehensive 
campaign look like?

a comprehensive campaign would  
comprise two key elements: an overarching 
mass media campaign (including print, 
television, radio and internet) that presents 
positive and normalising images of people 
with mental illness; and a diverse range of 
local, grassroots-led community activities 
responsive to local needs that provide 
opportunities for the general community to 
form connections with people who have an 
experience of mental illness or caring. past 
successful projects have included public 
speaking bureaux, community choirs and 
stand-up comedy teams. 

resourcing local community agencies  
can support a diverse range of grassroots, 
community projects that provide 
opportunities for people to have direct 
contact with people with lived experience  
in their own communities.

an effective campaign:

 » involves service users at all levels of 
decision making and service delivery 
based on their unique understanding  
and direct experience of stigma and 
discrimination (it also works to build  
the capacity for consumers/service  
users to be fully engaged in planning  
and decision making)

 »  understands that the approach and 
messaging needs to be targeted and 
shaped by the unique cultural needs of  
the target groups and is best delivered  
by members of the community

 » targets behaviours, not just attitudes

 » targets specific groups with the power  
and influence to advance or hinder 
recovery, including health/mental health 
service providers, policy planners and 
funders, employers and human resource 
personnel, emergency staff and social 
service personnel

 » incorporates strong evaluation and 
research components to ensure 
development over time

 » provides training and networking 
opportunities for organisations to develop 
skills and a sense of collaborative purpose.

As part of the Building Capacity in 
Community Mental Health Family Support 
and Carer Respite Project, Queensland 
Alliance has helped establish the RESP-
PECCT partnership auspiced by QPASTT. 
QPASTT has developed a local response  
in partnership with a range of service 
providers. They identified that undiagnosed 
mental illness, stigma, unwillingness to take 
up western models of medical care or 
outside service interventions were seriously 
impacting on the health and wellbeing of 
many families of culturally and linguistically 
diverse (CALD) backgrounds. Compounding 
this were service concerns around barriers 
to accessing respite services such as 
transport, language, confidence of carers, 
cultural appropriateness and locating a  
local service within the geographical 
boundary of the carer and care recipient.  
 
Their systemic approach involves engaging 
and discussing needs with communities, 
developing information and education, 
developing local resources and providing 
direct respite services to address individual, 
family and community mental health needs. 
It is about creating a shared language  
for concepts that aren’t known in other 
cultures – such as respite, self-care and 
post-traumatic stress. Further, it is about 
developing strategies with communities  
to support individuals and families in 
sometimes highly stigmatised environments 
where it can even be taboo to seek help or 
discuss family matters with outsiders. 

Kyabra Community Association believes 
that as people develop terminology and 
concepts for their own journey of recovery 
and interactions with their community, they 
will be more able to advocate for their own 
needs within their communities. ‘There’s an 
interaction of culture and stigma,’ says 
Tarryn Brown. ‘People withdraw from their 
usual community. Experiences of being 
hospitalised are unusual and they can’t 
share them. They don’t feel supported. 
Often their experiences of the mental  
health system, and their family member’s 
diagnosis and initial journey, have been 
traumatic. It can be hard to get information, 
access services and communicate  
with others.’

What would be the benefits  
of a comprehensive social  
inclusion campaign? 

research shows that social support strengthens 
mental health (Sohlman, 2004), making people 
feel cared for, loved, esteemed and valued.  
this has a powerful protective effect on health. 
Supportive relationships may also encourage 
healthier behaviour patterns (Wilkinson & 
marmot, 2003). Studies have consistently 
demonstrated that people who are socially 
isolated or disconnected from others have 
between two and five times the risk of dying 
from all causes compared with those who 
maintain strong ties with family, friends and  
the community (Berkman & glass, 2000).

Based on the experience of other campaigns, 
it can be proposed that benefits of a social 
inclusion campaign for mental health carers 
would include reduced carer burnout, 
increased family cohesion, increased support 
for families from neighbours, extended 
families and colleagues, and reduced 
untreated periods of mental illness as families 
seek help. Family members may be more 
willing to share the work of caring, and may 
experience less shame around the diagnosis. 
in addition, local communities may be more 
willing to accept a respite house or community 
mental health organisation in their locality.

What is social inclusion?
Social inclusion identifies issues of discrimination against  
people with a mental illness, challenges negative perceptions  
and stereotypes, promotes concepts like equality, participation  
and citizenship, and shows the general public how to build  
inclusive communities.



Partners in Respite Building Capacity in Community 
mental Health Family Support and Carer respite14

QPASTT expects that respite for carers of 
people with a mental illness may look very 
different from traditional forms of respite, 
such as for disability or chronic illness 
where in-home care and residential facilities 
are more common. Rather than activities 
that take family members away, it can 
involve creating opportunities to connect 
carers, people with a mental health 
concern, families (or significant others)  
and the community.. 

Kyabra has used carers to inform their 
service development. Rather than traditional 
respite, Kyabra now plans to facilitate small 
learning circles, with carers and care 
recipients all in together and sharing 
experiences. In addition, support workers 
will work with people in their homes, 
alongside families in recovery. In this way, 
they anticipate that people with a mental 
illness will have more skills and knowledge 
about themselves and their illness.

What are some examples of  
successful social inclusion campaigns?

internationally, the new Zealand campaign 
Like Minds, Like Mine has been running 
since 1997, and incorporates national mass 
media marketing and local initiatives. it has 
reduced the percentage of people who 
believed that people with mental illness  
are more likely to be dangerous by a third 
(38 per cent to 27 per cent). 

Scotland’s See Me followed a similar model, 
with an emphasis on personal stories, and 
halved the percentage of Scots who believe 
people with mental health problems are 
dangerous (34 per cent to 17 per cent) 
(Cheverton, 2008).

in australia, organisations including mental 
illness education Queensland, (mie Qld) 
and the Queensland alliance use a network 
of public speakers to give presentations to 
community groups and schools on the 
experiences of living with a mental illness. 
Sane australia runs a ‘StigmaWatch’ unit 
that provides feedback to the media on 
positive and negative representations of 
people with mental illness. 

What are the steps towards the 
implementation of a comprehensive 
social inclusion campaign? 

the Queensland alliance proposes the 
following elements to a comprehensive  
social inclusion campaign:

 » A high-profile national social marketing 
campaign that presents positive and 
normalising images of people with  
mental illness. the media is key. 
Without issues being prominently 
discussed in major media it becomes 
extremely difficult to engage politicians 
and the public. a public marketing 
campaign promotes positive images  
of people with mental illness and 
demonstrates social inclusion in action. 
role models need to reflect the diverse 
cultures, abilities and communities  
within australia.

 » A diverse range of grassroots community 
projects that provide opportunities for 
people to have direct contact with people 
with lived experience of mental illness. 
research shows that repeated, direct 
contact with people with mental illness  
is the most effective means of shifting 
people’s attitudes and behaviours  
(Case Consulting ltd, 2005).

 » Leadership from people with mental 
illness. people who have experienced 
mental illness have a high personal  
stake in achieving positive outcomes.  
this will serve to orientate, motivate and 
guide the campaign. Capacity-building 
initiatives will assist people to take up 
these leadership roles. 

 » Strong evaluation and research 
components to ensure development  
over time. effective evaluation enables 
the information and knowledge gained 
from the project to be part of a continuing 
conversation about community mental 
health family support and carer respite  
and provides participants and stakeholders 
with the opportunity to inform a broad 
audience about the outcomes, 
achievements, lessons learnt and  
benefits of the project.

QPASTT has formed a partnership  
with Griffith University to monitor the 
organisational impact of the project. ‘We 
would also like to see a clearinghouse of 
information and resources around respite 
and, in particular, working with people of 
CALD backgrounds in mental health 
respite,’ says Sally Stewart.
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Families and carers of people with a mental illness are  
on their own journey of recovery. their experience of social  
exclusion, shame and lack of communication leads to poorer 
outcomes for them, their family members, the health system  
and our communities. 

Conclusion

Families and carers of people with a mental 
illness are on their own journey of recovery. 
their experience of social exclusion, shame 
and lack of communication leads to poorer 
outcomes for them, their family members,  
the health system and our communities.  
this article calls for two levels of response:  
a nationwide social marketing campaign to 
promote social inclusion; and resources for 
local agencies to create solutions relevant  
to their local communities. it is not enough 
 to enable or support people to ‘fit in’ with  
the existing culture – our society needs  
to broaden to recognise a diverse range  
of lived experiences. an investment in 
building resilient, welcoming community 
networks will have positive social, health  
and economic effects. 
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if you are struggling to revive your self-
esteem, after a bout of depression or other 
mental illness, it is not going to be helpful  
to have to hide the illness as something to 
be ashamed of. if you are trying to remain 
focussed when voices and obsessive 
thoughts are hounding you daily, you are 
going to feel oppressed when you go out  
into the world and meet silence or hostility. 
and the voices and thoughts can easily 
become more and more negative.

When you meet new people, either socially  
or in a work situation, there is always a 
decision to be made. do you let them know 
that you have a mental illness or not? the 
same decision has to be made by the carer: 
do i talk to my new friend about my son or 
daughter with the label ‘mentally ill’, or will 
that bring up prejudices and put my child  
at a disadvantage? Will my child have poor 
marriage prospects, even though inherited 
factors are only a small part of mental 
illness? these decisions are stresses that 
thread through the lives of people with 
mental illnesses and carers and could be 
relieved by more public awareness.

Stigma towards mental illness ripples  
out from the family. it can be found in 
extended family members, family friends  
and colleagues, but can also be manifested 
by professional bodies in the areas of health 
services, schools, employment agencies and 
housing. it is not surprising that people with 
mental illness become isolated or retreat into 
their families, where the onus is forced back 
on the carer.

the issue of stable housing is a major  
one, both in the private and public sector.  
the fact that consumers struggle to be 
properly housed can have a serious impact 
on both urban and rural environments,  
so the consumer either ends up back  
with the family, or they are poorly housed  
or on the street.

people living in rural areas face even more 
stigma, because they are more visible. if you 
live in a small community, particularly in one 
that is fairly conservative (as most of our 
rural communities are), and you have a family 
member who behaves in an unconventional 
way, you could well become the target of 
severe stigmatising behaviour. even if your 
son is an adult, neighbours will still 
commment. it is particularly hard for carers  
in rural and remote areas, where there is 
almost no support for carers. in particular, 
indigenous australians, refugee and migrant 
groups, and other people from culturally and  
linguistically diverse backgrounds are easy 
targets for stigma, living in communities 
where attitudes are entrenched.

Stigma does not only exist outside the 
mental health professional area. it can often 
be evident within it. it is experienced mainly 

by the carer, who can easily feel excluded, 
ignored or demeaned by psychiatric 
professionals, and made to feel increasingly 
helpless. it is alarming that, according to 
research by Carers australia, carers are up  
to 40 per cent more likely to develop physical 
or mental health problems than those in the 
general community. in their 2008 figures,  
51 per cent of female carers and 30 per  
cent of male carers reported they had been 
depressed for six months or more since 
starting caring.

any new model of respite for carers  
needs to take stigma into account.  
attitudes towards mental illness need to 
change if there is to be a move away from 
isolation of people with mental illness and 
their families towards a more supportive 
environment for them both.today, when most illnesses and disabilities have their own fundraising 

and awareness raising activities, mental illness is almost invisible. the 
general public looks on with ignorance, if not fear. those who have a 
mental illness or care for someone with mental illness tend to keep the 
fact secret, to prevent any adverse reaction or discrimination. only the 
media is quick to ‘out’ the mentally ill if they commit a crime of violence.

CaRol MIDDlETon

Stigma and  
mental illness

Stigma does not only exist outside  
the mental health professional area.  
it can often be evident within it. it is 
experienced mainly by the carer, who  
can easily feel excluded, ignored or 
demeaned by psychiatric professionals,  
and made to feel increasingly helpless.
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Content » now an active advocate for mental illness 
consumers and carers, 75-year-old aline  
is a founding member of the peninsula Carer 
Council (pCC) and a committee member on 
the peninsula psychiatric Services regional 
network, the respite and Carelink Centre 
mental Health Consultative group (Southern 
region), and the Steering Committee for  
the victorian government’s department of 
Human Services (now department of Health) 
demonstration project.  
 
as a long-term carer and mental health 
service user, aline is well qualified to  
speak about stigma and mental health.  
as we approach the second decade of  
the new millennium—and as governments, 
state and federal, increase their mental 
health spend and focus—the question is, 
does stigma still exist?

according to aline and eight of her 
Frankston carer peers the answer is a 
resounding yes. ‘i took these questions  
with me to our meeting last night,’ she says,  
‘and it was a unanimous yes to the question 
on stigma’.

Sadly, stigma is not just faced by mental 
health consumers but by their carers as well. 
‘a lot of the stigma comes from the mental 
health system,’ aline says. ‘Carers are still  
not included in some of the treatment plans. 
they are not listened to, and they are not 
believed as much as they should be.’

 

aline’s own experience of stigma cuts deep. 
‘twenty six years ago there was still the 
tail-end of the belief that schizophrenia was 
caused by a dominant mother.’ as a 
secondary school principal who worked 
full-time, it was a guilt aline and her husband 
initially bought into and lived  
with for quite some time. ‘We eventually 
researched it and came to terms with 
schizophrenia being a chemical imbalance.’

When asked why carers should be heard 
aline draws attention to Section 120a  
of the Mental Health Act Victoria (1986). of 
particular note is Clause (3) (ca) which states 
that if the consumer does not give consent, 
disclosure of information is permitted to a 
guardian, family member or primary carer, if

 » the information is reasonably required  
for the ongoing care of the person,

 » the guardian, family member or primary 
carer will be involved in providing that  
care, or 

 » where a clinician decides to disclose 
information to family members, guardians 
or carers.

yet still carers are often not informed, 
information is withheld, medication changes 
are made without consultation, and loved-
ones are released from hospital or psychiatric 
care without carer notification.

 

one of the most important things for  
carers, aline says, is upfront information.  
‘it doesn’t matter how articulate, how 
intelligent, how educated a carer is,  
when you are in hospital with a loved one,  
or in the first stages of diagnosis, you’re in  
a mess and you need help. you need to be 
listened to and there needs to be advocacy. 
the peninsula Carer Council is advocating 
very strongly for this at the moment’. 

in terms of carers coming forward, aline 
agrees it is initially very difficult. they don’t 
want their loved one identified with a mental 
illness and the loved one doesn’t want to  
be identified either. yet early intervention is 
essential. it leads to better long-term health 
outcomes for both parties. Carers can come 
to terms with the situation more quickly, 
which means they are a better support 
mechanism, and the mental health sufferer 
can get the immediate help they need.

another significant component of breaking 
down the stigma for both mental illness 
sufferers and carers is the importance of 
ongoing community education. ‘i think it  
has to be part of everybody’s knowledge.  
it’s like now everyone knows what asthma  
is and what the signs are. and way back 
when aidS first came about we really had  
no idea [about aidS] but the campaign 
helped people to understand.’ 

Stigma – a mental 
health carer’s story

intervieW WitH alInE BURgESS By PEggy haIlSTonE

For 26 years—almost one third of her life—Frankston resident  
aline Burgess has cared for her son, gary, who suffers schizophrenia. 
and while most parents look back fondly at their child’s key milestones, 
one of Burgess’ key recollections is that gary was first hospitalised  
with a mental illness a week before his 21st birthday. 
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‘it doesn’t matter how articulate, how intelligent, how educated  
a carer is, when you are in hospital with a loved one, or in the  
first stages of diagnosis, you’re in a mess and you need help.  
you need to be listened to and there needs to be advocacy’.
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‘there needs to be a public campaign, in  
schools and in the community,’ aline says. 
not an, ‘in your face campaign’ [like the 
traffic accident Commission (taC) ads],  
but more of a slow, subtle, breaking down of 
the stereotypes and discriminatory attitudes.  
‘an ongoing campaign so that all australians 
get the message. For example, i’d like to see  
the film A Beautiful Mind on the school 
curriculum,’ she says. ‘things like that.’ 

there is little doubt that aline is passionate 
about creating positive change for mental 
illness sufferers and their carers. one of her 
goals—and a key goal of the pCC—is more 
accommodation for the mentally ill. ‘it is 
totally unacceptable that there are so many 
homeless people in our area and that so 
many of them are suffering from a mental 
illness.’ (Peninsula Carer Council Annual 
Report 2009). a July (2009) Herald Sun 
article suggested some 2050 Frankston 
residents were on a wait list for ministry  
of Housing accommodation.  

aline argues that shelter is a basic human right. 
‘you or i could not imagine what it would be  
like to not know where we are going to house 
ourself or sleep on any given night,’ she rightly 
points out. yet for people with a mental illness 
this is one of their biggest problems. and 
without a base such as that provided by home 
and through community, the problems of 
mental illness sufferers are exacerbated and 
the stigma around them is magnified. this is 
evident in a (2007) report1 which analysed the 
experiences of over 4,000 homeless 
australians that showed that 30 per cent had 
some form of mental illness. of these people, 
47 per cent had a pre-existing mental health 
issue and 53 per cent developed the illness as 
a result of becoming homeless. the circle is 
indeed vicious.

aline argues that the media has much 
responsibility for perpetuating the stigma 
around mental illness. ‘they sensationalise, 
and use throw away lines like “paranoid 
schizophrenic” and they still run with the idea 

of “split personality”’. they are also extremely 
quick to report on murders which involve 
mental illness, yet mainstream society  
has proven to be far more violent than  
the mentally ill population.1 

Since 2002 Sane australia has  
worked tirelessly to alleviate social myths 
surrounding mental illness through their 
StigmaWatch program. this program  
annually evaluates the media, assessing 
the balanced/unbalanced reporting of  
mental illness and suicide. 

in line with aline’s comments, Sane’s 
2008/2009 finding was, ‘the most extreme 
stigmatising media coverage … was 
sensationalised news reporting, often 
concerning violence or the inaccurate, 
misleading and hurtful use of terms such  
as “schizophrenic”.’ on a positive note, the 
number of stigma reports made to Sane  
in the same year decreased by 18 per cent, 
suggesting that the campaign of speaking 
out and standing up does make a difference.

the final advice offered by  
aline on overcoming stigma  
in mental health reiterates a 
recent australian advertising 
campaign. ‘the thing is people 
see the mental illness. they 
don’t see the person. it’s not 
rocket science. a person is a 
person regardless of whether 
he or she is a carer or has a 
mental illness or anything else.’

Note: Aline and Gary have given their 
consent to be named in this article

1 Homelessness in melbourne: Confronting the Challenges, 
a joint project undertaken by the Centre for Applied Social 
Research at rmit university, HomeGround Services, and 
the Salvation Army Crisis Services. researched by guy 
Johnson and Chris Chamberlain. Funded by the australian 
research Council and published by rmit publishing. 

aline argues that shelter is a basic human right. ‘you or i could not 
imagine what it would be like to not know where we are going to 
house ourself or sleep on any given night,’ she rightly points out.  
 
yet for people with a mental illness this is one of their biggest 
problems. and without a base such as that provided by home  
and through community, the problems of mental illness sufferers 
are exacerbated and the stigma around them is magnified. 
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one thing that liz  is keen to emphasise 
from the outset is that in the area of respite, 
consumers of mental health-related services 
have very different needs to consumers of 
disability services but that for too long the 
disability model has dominated. She notes 
that the mindset of those involved in 
developing policies and service delivery 
models in disability focus on alleviating the 
burden on the carers. ‘in mental health,’ she 
says, ‘the strategy has to focus on both the 
person with the mental illness and the carer 
to build capacity in both’. 

in liz’s words, ‘When you’re talking about 
providing respite to a family member you’ve 
actually got to take into consideration the 
decision making and the capacity of the person 
with the mental illness and the family. you have 
two clients not just one. this requires greater 
flexibility and wider consultation ... What carers 
say to us that works is, “you get my son or 
daughter better, then i feel better.”  and that’s  
a very different starting point to somebody  
with multiple physical or intellectual issues  
or a deteriorating state.’  

liz  is critical of the short-termism approach 
that some bureaucracies and organisations 
adopt when developing respite models. She 
cites some research in new Zealand that 
found that of 29 programs that were 
examined, few of the interventions had the 
capacity to stick. She describes the majority 
as ‘here and now’ interventions and goes  
on to say, ‘if you really want to reduce the 
burden on carers you actually have to do 
something that sticks. it’s all very well and 
nice to focus on massage or making 
somebody feel good, but it doesn’t address 

the underlying issues. it doesn’t address  
the ongoing issues of, “How do i get my son 
or my daughter stable housing?” it doesn’t 
address the social exclusion issues.  and it 
doesn’t address issues of employment, and 
those sorts of things. it just doesn’t get you 
there.  So a person may feel terrific for an 
hour, but they’ve still got the ongoing 
responsibilities.  now, i’m not suggesting for 
a moment that you don’t do hand massaging, 
you don’t do other such programs, but i am 
really arguing that these programs need to 
be much more targeted. of course, the main 
problem is, targeted programs are expensive.’

Creating sustainable programs is the key  
to changing people’s lives for the better, 
according to liz. one such program that she 
is particularly proud of is a volunteer visitor 
program that operates in victoria. as liz 
explains, the principle behind the program is 
working with the whole family to determine 
what needs to be done to sustain the family 
unit. ‘What we know from research is that 
many of the interactions within families are 
what are called highly charged or highly 
emotional – expressed emotion is the term 
– with negative critical comments. and 
they’re illness focussed.  if you’re not going 
to change that dynamic and you’re just going 
to babysit somebody at home watching 
television while the carer goes out to shop or 
whatever, you’ve achieved little because the 
carer isn’t going to want to come back to an 
unchanged situation.’ 

the volunteer visitor program involves a 
thorough diagnosis of a family situation, 
followed by a volunteer being paired up for 
up to 12 months with the person with the 

mental illness. at the end of that period,  
a further evaluation and a re-negotiation  
of future action takes place. one of the  
most exciting aspects of this program is  
that several people who have been paired  
up with volunteers in the past have gone  
on to become volunteers themselves, which 
supports liz’s view that sufferers from mental 
illness require vastly different service  
delivery models than those who suffer from  
a disability, which is unlikely to improve,  
and in some cases will deteriorate. 

of course, one of the biggest barriers to the 
introduction of long-term, intensive programs 
is money. While both state and federal 
governments contribute funds in the area of 
mental illness, there is never enough funding 
to please everyone. With that in mind, liz  
believes it is critical that funding goes to 
those projects that have demonstrated 
benefits, with research and evidence to back 
them. unfortunately, in her view, this is not 
always the case. She is particularly critical  
of the lack of consistency across agencies in 
regard to their knowledge of mental illness, 
as well as a lack of scrutiny and informed 
decision-making surrounding the types of 
projects that are funded.  ‘too often,’ she 
says, ‘there is more interest in funding local 
good ideas rather than evidence-based 
practice.  and that bothers me no end 
because there is evidence about what works.’

despite her misgivings about several aspects 
of the way the mental illness sector is funded 
and run, liz  is still as committed as ever  
to improving the lot of direct and indirect 
consumers of services. She remains 
convinced that respite and education are the 

in her 40 years’ experience working in the health sector, predominantly  
in mental health, liz Crowther has seen the adoption of many different 
approaches to critical mental health issues. Some of them have worked, 
some have failed. many of the more successful ones have been instigated 
in victoria, where liz has worked and where she currently holds positions 
such as president of psychiatric disability Services of victoria (viCServ) 
and Chief executive officer of mental illness Fellowship victoria. as such, 
few people are as well placed to provide an overview of service delivery 
models in the mental health sector. 

intervieW WitH lIZ CRoWThER By nIColaS BRaSCh

looking to the future

of course, one of the biggest barriers to the introduction of  
long-term, intensive programs is money. While both state and 
federal governments contribute funds in the area of mental  
illness, there is never enough funding to please everyone. 
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Creating a new model of respite for carers is full of challenges. if you 
are a carer, however much you may need help or respite, you are often 
so inundated by the needs of your relative that you never think further 
than dealing with the situation at hand, and stay within the family, coping 
as best you can and snatching moments of rest within the home. you 
may be elderly or have your own health problems, so if help, information, 
or respite is hard to access, you do not bother going out to get it.

intervieW WitH KaTE ShIPWay By CaRol MIDDlETon

Towards a new  
model of respite

two key elements to long-term success.  
She sees respite as being, ‘a wonderful 
engagement strategy for people who are 
excluded from the current environment. it’s 
an engagement strategy where you can 
actually link people into other parts of the 
community. it can be introduced into day 
programs or it can be introduced into a local 
church - it really doesn’t matter. and once 
you begin to see changes at that level you 
begin to see the family feeling better and you 
begin to see different conversations emerge. 
they’re not about illness but, “Where did you 
go today?” they become ordinary 
conversations that ordinary people have.’ 

in terms of education, liz  points out that, 
‘nobody puts their hand up to have a mental 
illness in their midst, absolutely nobody.   

and so when you come across mental  
illness or if you are diagnosed with brain 
cancer you’re not expected to look on the 
web to see who your brain surgeon’s going  
to be and diagnose and operate yourself.  
However, at some levels within the sector, 
that’s exactly what people end up doing.  
they don’t know where to look, they don’t 
know who to go to, they’re absolutely left  
out there without knowing where to access 
the right information. as a result, the right 
conversations are not taking place and you 
get a hothouse building up within families. 
the right education can change that.’ liz 
cites as an example the Well Ways suite  
of education products that assist families 
gain knowledge of mental illness, the  
service systems and what they can do.

     

liz does not hesitate when asked to put her finger on the two 
biggest issues surrounding the provision of respite and educational 
programs to consumers of mental health services. ‘number one,’  
she says, ‘it is essential that the sector delivers a different product  
to what’s provided for aged and for physical illness and intellectual 
disability. and secondly, such programs cost money, so we have to 
ensure that they provide demonstrated benefits and move away  
from a “here and now” mindset to a future one.’ She is hopeful that 
the programs funded by FaHCSia will meet these key criteria. 
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respite is not just a break or ‘time out’ for 
the carer. many families find it is not caring 
duties as such that are onerous, but living 
with the emotional stress of dealing with 
their relative’s inappropriate demands and 
the worry about their illness and future. 
Family members may have to modify  
their own actions and speech, ‘walking  
on eggshells’ for fear of triggering an 
emotional outburst. this can occur  
whether or not the supportive person  
lives with the person with the illness.

respite can also be indirect and include 
other forms of support as well as a break 
from caring. indirect respite would give carers 
information about: mental illness, types of 
treatment, strategies for coping with the 
behaviour of their relatives, the Mental 
Health Act, support agencies, and how to 
prevent their own depression or burn-out.

over the past five years, since respite for 
carers came on to the Federal government 
agenda, there have been various models of 
respite put forward. When Commonwealth 
funding became available, it was based on 
the disability model of care and was often 
more suited to people with intellectual and 
physical disabilities than those with mental 
illness. there was great difficulty 
distinguishing between the needs of people 
with mental illness and the needs of their 
carers. a lot of the money went into buying 
houses for respite, which has proved to be an 
expensive initiative and not always 
appropriate at the time of need.

one of the key issues to come out of 
researching carers’ needs has been the 
importance of flexibility in any respite options. 
this is vital in an illness that is episodic by 
nature. as a carer, how can you make plans 
to take a break in a respite house if your 
relative is likely to spiral into an acute phase 
of psychosis or depression? you can make 
plans, but often they have to be abandoned. 
and how restful is it to be whisked out of 
your home and put into a place where you 
will sit worrying about what’s going on back 
at home with your relative?

the main reason you worry is because the 
community sector staff of the services that 
received funding do not have the mental 
health skills to look after your relative. this 
has been well recorded in various studies. 
there have been distressful experiences for 
family members and carers, due to a model 
of respite that uses people who are not 
trained in the mental health area and have 
little understanding of a culturally diverse 
population. if this is the only option for 
respite, carers are not willing to participate. 
this is evident from the ‘report card’ put  
out by the mental Health Council of  
australia (mHCa).

What carers want is to be listened to, and 
heard, so that a model of respite that suits 
them can be developed. there is a distinction 
between listened to and being heard. 
existing models of respite were developed  
in offices, on the whole, by people who did 
not understand the issues. While some 
service providers did consult with carers, this 

consultation did not take place until after 
they had put an infrastructure in place and 
had put in their submission and got funding 
to do particular things they had not consulted 
about. it’s a question of putting the cart 
before the horse. in developing any model  
of respite, whether or not it involves 
partnership among two or three service 
providers, it is critical that the carers who  
are going to access the service are part  
of the development team.

Carers have expressed views on what is 
needed in a new model of respite. they  
state clearly that respite needs to be flexible, 
timely, responsive and innovative. it should 
break away from the old notion of respite by 
trying other things, doing something different. 
it should meet the needs of carers, but also 
those of the people they are caring for. it 
needs an integrated approach, where 
something positive happens for the person 
with mental illness at the same time as 
something positive happens for the carer. 
the respite might only be for a few days,  
but to know that the relative is being well 
cared for during that time is crucial.

With this integrated approach, it is not just 
giving the carer a break, but working towards 
the health and independence of the person 
with mental illness. if mental health services 
around the nation improved for people with 
psychiatric illness, some of the needs of 
carers would be met. they wouldn’t need  
a lot of things they are currently asking for, 
because their family members would be well 
looked after by mental health services, both 

private and public. it is an illness. it does not 
have to be a lifelong disability if the person 
with the illness is well medicated, well treated, 
and has access to psychotherapy or counselling  
if he or she wants it. if all those things were 
provided, carers’ needs would be met.

How will these changes to respite and to the 
wider field of mental health take place? the 
answer is looking at respite in its broadest 
sense, with more training for professionals 
and a change in attitudes. there is a need for 
good step-up, step-down provisions, with a 
step up to acute care and a step down to life 
in the community, so people are not leaving 
hospital with nowhere to go, or turning up, 
unexpected, on the family doorstep. a good 
provider would find a way of informing the 
family and putting a plan in place. if there 
were good community sector step-down 
arrangements for people to move into, they 
could be made available for both voluntary 
and involuntary patients. What happens now 
is that you can be sitting around wondering 
when your relative will become sick enough 
to get acute care and in the meantime 
getting nothing else in the way of help.

respite can happen if there are good 
community sector provisions and the person 
with a mental illness can move into those 
when things are starting to go wrong.  
then the family feels safe, knowing there  
is a secure place for their family member.  
if early intervention is working properly,  
some consumers may avoid going into  
acute care. in this way, respite needs  
to work both in emergencies and on a 
long-term planned basis.

a cornerstone of effective respite is an 
integrated and coordinated approach for 
carers. at the moment, a carer hardly knows 
where to turn. a one-stop shop, which carers 
can easily identify, would make it a lot easier 
for carers to ask for help. they would know 
where to go, what number to ring, what 
person to talk to, or what door to walk 
through. once they are through that door, 
carers’ needs can be met in various ways.  
it might be a visit to a counsellor that is  
just what they need at that time. there  

are already free counselling sessions with  
a psychologist available, but they are not 
specific to carers and are rarely used by 
them. in rural areas there are few 
psychologists to consult, although in 
tasmania, araFmi has partnered up with 
Carers tasmania and can refer carers to 
counselling sessions with psychologists.

the other foundation for effective  
respite is the skills and knowledge  
of respite staff. they need to be first- 
class. dealing with carers requires an 
understanding of the role of carers and 
highly developed people skills. Carers  
need to be respected. often they don’t  
feel respected. they find this demeaning.  
of course, there are issues of patient privacy 
and confidentiality that stand in the way of 
respite for carers. any bureaucratic process 
needs to be sensitive enough to ensure it is 
not infringing people’s rights while showing 
proper respect to carers. any respite service 
that does not empower people and does not 
lead to recovery and independence is not 
doing the best for the relative or the carer.

there are situations in which respite could  
be offered to people with mental illness and 
carers together. this can be looked at on a 
case-by-case basis. it would work particularly 
well if it gave relatives and carers the chance  
to sit with somebody who could mediate  
and talk things through, to help ease 
communication and defuse issues  
that build up in families.

if respite, in its broadest sense, were 
automatically offered to the family from the 
outset of illness, carers might be more willing 
to take up indirect assistance. this support 
needs to be there for the long haul, with the 
consumer, family and service providers 
working together towards recovery and 
rehabilitation. With more information, better 
communication and cooperation between all 
parties, there will be better outcomes for all. 
that includes information and support  
for young children in the extended family, 
insuring against mental health problems  
in the next generation.

in any new model of respite, the person  
with mental illness and their close relative  
or carer should be viewed together as the 
unit of intervention. What helps one will  
help the other. this could result in an easier 
relationship between carer and relative, 
better management of the illness and  
a way for the relative to work towards 
self-reliance and independence. 

Patient confidentiality 
Cooperation between medical practitioners 
and families is threatened by privacy issues. 
Although carers usually have to help their 
relative manage their medication, many 
medical professionals are unwilling to 
breach patient confidentiality and 
communicate with anyone but their clients 
about medication. Carer bodies have been 
lobbying to get access to medication 
management in order to help their relative 
take medication consistently. 
 
Privacy issues are hot topics with both 
carers and consumers. Many consumers  
do not want anything to do with their family 
members. They do not want them involved 
in their medication or care plan. Many 
medical practitioners take an arbitrary stand 
and say if the consumer does not want the 
family involved, they won’t involve them, 
rather than looking at it case by case. 
Decisions need to be made while the 
person is well, so there is a plan in  
place if the person becomes unwell.

Carers have expressed views on what is needed in a new model  
of respite. they state clearly that respite needs to be flexible, timely, 
responsive and innovative. it should break away from the old notion 
of respite by trying other things, doing something different. 
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‘it is a matter of setting consumer-centred 
longer-term goals, then together designing 
shorter-term relevant activities with the 
consumer that can build progressively 
towards recovery – toward the life of  
their choosing. 

‘in the areas of intellectual and physical 
disability the medical parameters are better 
understood and it is about pure respite, but  
in the mental health area respite can be part 
of the recovery plan. if we look at recovery 
being an individualised journey in which a 
person is able to live a more meaningful life 
from their perspective, then respite activities 
are those which help them work towards 
goals that they have established within their 
recovery plan. Whether the respite is for the 
carer or the individual, both need to be 
satisfied that the respite activity has  
some personal meaning.’

these activities can be simple, such as going 
out for a coffee, visiting a gym or going to a 
movie. When they have an end goal, such 
activities can be about relationship building 
as well as providing respite. ‘going to the 
movies can build confidence,’ he says. 
‘learning how to use public transport can 
help towards recovery. these things provide 
enjoyable activities for the consumer, provide 
a break for the carer, and are building blocks 
towards recovery. it is small steps at a time. 

‘other activities can be more intensive such 
as the richmond Fellowship five-day camp 
program. We have had people who were 
initially very reluctant to leave their houses, 
but through simple things like going out, 

meeting a group of people, doing an activity, 
they have built their confidence to the point 
where they have then gone to a camp. 
originally you would have thought that  
would not be something that they would  
be able to do.’

 most carers do not want to see their  
loved ones given mundane or meaningless 
activities simply as a way of ‘getting them  
off their hands’. providing meaningful 
activities during respite is a tangible way  
of demonstrating respect to carers and 
consumers alike. ‘good recovery is  
about relationships,’ Joe says. 

He cautions that ‘carer’ can be an  
awkward term, masking the true nature of 
the connection between people. ‘i think that 
label can be artificial. if we work carer respite 
properly and provide good support, we allow 
people to be in the roles they should be in – 
father, mother, brother, sister, son, daughter, 
partner– rather than being pushed into a 
different role.’

recovery support during a carer respite 
relationship goes both ways, and it is 
important to support both parties through 
this growth process. Joe notes that 
successful carer respite changes the nature 
of the relationship between the carer and 
their loved one. While this is largely positive, 
it is not uncommon for tensions to emerge  
as a normal part of the empowerment 
process. a greater sense of confidence  
and empowerment for the consumer  
means a decrease in dependency,  
which some carers find challenging. 

‘the huge investment that a carer makes  
in the life of the person they care for often 
means they may feel over-protective and  
may develop risk-averse responses and 
fears,’ Joe says. ‘that can sometimes cut 
across a person’s capacity to move on in 
terms of recovery, because the carer naturally 
wants to ensure that the consumer won’t get 
hurt. By and large, consumers are adults.  
the danger is that carers, if they are 
overprotective, do not allow the adult to 
emerge more fully. therefore this is a time  
of growth when we can learn ways to 
support ourselves to embrace new 
challenges and move beyond fear-based  
and limiting patterns.’

physical disability activists coined the term 
‘the dignity of risk’. Joe thinks it is applicable 
to the mental health sphere also, where 
people diagnosed with a mental illness also 
need to be allowed to make a mistake, feel 
its consequences so as to learn, and move 
on. However there can be some issues 
between carers and consumers around the 
extent to which those choices can be 
supported, negotiated and managed.  
again, this is an area where a good  
respite program can work with carers to 
understand and enhance the process.

richmond Fellowship espouses a ‘no wrong 
door’ policy to ensure that any carers or 
consumers who approach their service are 
provided with access to a network of allied 
service providers. ‘We try to link people in 
and find how we can fit this into people’s 
lives,’ Joe says. ‘We’ve got good working 
relationships with the carer respite centres. 

Carer respite is valuable. Carer respite targeted towards recovery 
is invaluable. Joe Calleja, Chief executive officer of the richmond 
Fellowship of Western australia, is an advocate of carer respite which  
is meaningful and purposeful. ‘unless the person with the mental illness 
feels central to the respite option it will not work and will result in an 
outcome where the carer and care recipient will feel let down,’  
Joe says. ‘this will lead to the system having failed again and the  
family feeling further marginalised. We should no longer accept the 
minimalist approach where carer respite is little more than minding  
a person for a fixed period of time.’

intervieW WitH JoE CallEJa By MIChaEl WInKlER

Recovery  
focussed respite

Joe Calleja says that a crucial difference between respite for carers  
of people with mental illness and carers of people with intellectual  
or physical disabilities is that respite for the former group can and 
should be geared to supporting the person towards recovery.
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in any discussion about support for carers it is crucial that the opinions 
of consumers are heard. not only are consumers directly affected by  
any decisions regarding carers and respite, but in many cases they  
have deep connections to carers and want positive outcomes for them.

allison Kokany, the consumer representative member on the project 
Steering Committee, is an articulate and experienced consumer voice. 
allison provides the insider viewpoint of someone who is a mental  
health consumer, as well as the overarching knowledge gained  
from years working in mental health advocacy.

‘my psychiatrist tells me i’m the only patient he’s ever had who has made 
a career out of their mental illness,’ she laughs. ‘When i was diagnosed 
with bipolar disorder and i couldn’t work as a nurse anymore, i thought 
my whole life was lost. But i have discovered consumer participation and 
have developed this real passion for changing the mental health system 
and getting rid of stigma. i’m not going to stop until i start to make 
changes for everybody who has a mental health issue, not just me.’

intervieW WitH allISon KoKany By MIChaEl WInKlER

Peer support

We try and work out ways with them to get 
best value for money out of the limited funds 
they have available.

‘our workers in the carer respite team are all 
personally experienced in this area. What we 
find is that when they go out with the person 
they are working with they are able to lead 
by example and say, “i’ve been there too, i 
understand that”. that helps build confidence 
and hope. it is something powerful.’

during his long experience in social  
work and related areas, Joe has observed 
that many carers do not feel the system 
adequately recognises their level of distress 
and concern in relation to consumers. He 
says they feel locked out of the system and 
the decision-making. ‘there are significant 
pressures they experience in continually 
managing and providing support to a person 
who has a mental illness’.

Consequently, he is gratified that mental 
health-specific respite funding recognises 
that there are concerns and issues specific 
to carers of people with a a mental illness. 
Whereas caring for people with intellectual  
or physical disabilities involves a level of 
predictability, the episodic nature of mental 
illness means that carer respite can require a 
more intensive and sensitive level of support. 
ultimately this impacts on the bottom line: 
dollars. the funding level required for mental 
health carer respite tends to be greater than 
that which has traditionally been provided in 
carer respite.

‘Building relationships can  
often take a lot more time with 
people experiencing mental 
illness due to the stigma and 
bad experiences they have 
often had in connection with 
institutional systems such as 
education, justice and medicine,’ 
he says. ‘the time associated 
with building trust makes it 
more costly, compared to 
disability areas. it is gratifying 
that this has now been 
recognised but it is surprising 
that funding has been reduced 
in this program. We hope the 
government will increase 
funding to this area in the  
next budget round rather  
than see further reductions.’
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Carers often face several societal and health disadvantages due to 
caring activities. Findings from the Building Capacity in Community 
mental Health Family Support and Carer respite project have 
highlighted several issues for mental health carers. 

annE BEvan, proJeCt Coordinator, 
mental HealtH CounCil oF taSmania inC.

Respite enabling 
rehabilitation; 
rehabilitation  
enabling respite

open about her situation, and skilled in 
speaking with others about their own 
experiences, allison has become a powerful 
advocate for peer support. She has seen 
repeatedly how peers support works for 
consumers, and believes that it is highly 
beneficial for carers as well. allison says that 
one way to counteract the stigma is to show 
mental health consumers that they are not 
alone. it is equally important to demonstrate 
to carers that their experiences are not 
unique, and that others are walking a similar 
road carrying similar baggage. peer support 
is a powerful tool for overcoming isolation 
and feelings of aloneness.

‘When i think about the support i’ve received 
by networking with other consumers involved 
in different areas of the mental health 
system, talking to them conveys a sense  
of understanding and compassion in our 
uniqueness,’ she says. ‘you realise, that being 
treated this way makes you feel safe and 
certain you won’t be stigmatised. instilling 
confidence to dream dreams, and move 
forward with my recovery and citizenship.

‘Carers need to talk to carers. they need  
to know other people who can say, “have  
you ever been at your wits end, didn’t know 
who to call, the person you’re caring for is 
climbing the roof, you’ve had to call for help 
and now you’re sure they’ll hate you?”  
Carers need peers to talk to, too.

‘there is stigma for carers as well as 
consumers. it could be their son or daughter, 
could be their partner, could be their parent. 
Some people look at them and say things 
like, “oh, when you married them i suppose 
they didn’t have that mental health issue.” 
Some people think it is not really bad out 
there any more as far as stigma goes,  
but it really is still bad.’

While allison’s insight was invaluable to the 
project, she knows from grim experience that 
consumers are not always valued within the 
community. She recalls travelling interstate 
for a mental health conference, going out at 
night and telling someone she met why she 
was in town. ‘they said, “you’re not one of  
 

those are you?”’ she remembers.  
‘the stigma is still very strong.’

the relationship between carer and 
consumer is often complex. ‘there are a  
lot of consumers who feel quite guilty that 
they are a problem and that sometimes it  
is not easy for their carer. this is why it is 
such a good thing for the carer to get a 
break. Sometimes it also means the 
consumer gets a break from the carer,  
and it might be that when they come  
back together things will be better.

‘Some consumers will be scared about  
the carer going away and being with 
someone else, but usually the respite  
carer will be someone that person is okay 
with. you have to push it sometimes. if the 
carer is hesitant, they need to be talked to 
about the long-term consequences of not 
having a break. it is a difficult area to deal 
with, especially given the varying degrees  
of wellness and unwellness. it is in the 
periods of unwellness that you need 
assistance and support. if carers don’t  
get help, they can’t help the consumer  
when they are most at need.’

allison lists the benefits of peer support for 
carers as self-esteem, knowledge, friendship 
and knowing that they are not alone. She 
also points to the cost-effectiveness of peer 
support. ‘When they are supporting each 
other, you find fewer carers becoming 
consumers,’ she says.

She is a staunch believer that respite for 
carers cannot simply be breaks from their 
usual routine. ‘Sending a carer to a motel 
room for a week will not help anything at all. 
they need the opportunity to get stuff off 
their chests, to be helped to understand what 
is going on, and get advice on coping better. 
time away with relaxation is great, and some 
respite provides massage and that sort of 
thing, but there also has to be debriefing and 
information about reacting in different ways 
to different situations.’

another issue that concerns allison is a  
lack of knowledge among carers. often  
this stems from people’s failure to identify 

themselves as carers. ‘there are carers in 
denial but more often than not they don’t 
realise there is help out there,’ she says.  
‘the amount of carers i come across who 
don’t even know they are entitled to a 
pension, or that there are support groups,  
or information – it’s frightening. We need  
to find ways to get information to these 
people, and i think the first avenue should  
be through gps. most consumers are on 
medication, which means the doctor should 
be aware of their situation and be providing 
this information.

‘other places where we should be giving 
information out about available services to 
consumers and carers are psychiatrists’ 
offices, community mental health teams, 
psychiatric inpatient units and other places 
that deal with people with mental health 
issues. education is amazing.’

allison takes on an educative role every day. 
‘When i was a consumer representative at a 
hospital i used to speak to consumers and 
say, “stop giving yourself a hard time, stop 
bashing yourself up, and tell that little voice 
to be quiet.” they would look at me, stunned, 
and say, “how did you know?” and i’d say, 
“because i’ve got one too.” Suddenly 
someone was acknowledging what they  
were experiencing, and then we could  
move to questions about how you cope  
with it and how you make it go away.’

Consumers need care and carers need care. 
allison envisages a future where structures 
guaranteeing this care are embedded across 
australia. ‘We need ongoing commitment that 
this sort of thing will continue and grow,’ she 
says. ‘We need more areas where people are 
working together in partnership. Because, 
unless we have a structure in the community 
to give assistance, no-one will get through 
this journey of mental illness and get to  
some sort of recovery.’ 
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Firstly, all close associates of people with 
mental illness deserve general information, 
support and skills in their own right and as  
a means to assist their loved one into a 
greater quality of life. 

Secondly, there are great gains to be  
made where public, private and community 
sector services collaborate to provide 
comprehensive packages of care support, 
information and respite for carers, and which 
is coordinated with rehabilitation/recovery 
services for the individual. 

thirdly, this comprehensive package should  
be provided to the family as the unit of 
intervention and should also be offered 
 as early as possible to promote self-reliance 
in the person with mental illness and the 
wellbeing of the family. 

it is concluded that helping the family/ 
carer helps the person with mental illness, 
while helping the person with mental illness 
helps the family – a reciprocal and  
interactive relationship.

Note: The terms relative/family and 
close associate are used interchangeably  
and include any relative, partner or friend 
who is emotionally involved with a friend  
or relative with severe or ongoing mental 
illness. ‘Carer’ is used to denote the  
person who provides practical assistances,  
such as meals/housework, transport  
and accommodation, as well as  
emotional support. 
 
Serious mental illness can be defined  
as those that severely disrupt a person’s 
daily functioning and cause significant 
subjective distress.

 

Introduction

there are varying degrees of practical 
support offered to people with mental  
illness by those who are closest to them.  
even if such support is not provided,  
there are varying degrees of emotional 
involvement with the ill person. during  
‘deinstitutionalisation’ (the closing down of  
large psychiatric hospitals), some parent/s 
inevitably received their relatives back into 
their own home. With the passage of time, 
some of these carers are now facing ageing 
and frailty issues. in addition, some younger, 
newly diagnosed adults are remaining in,  
or returning to, their family of origin. the 
move away from long-term institutionalisation 
has meant that families and carers have 
taken on many de facto case management 
activities, but without sufficient assistance  
or knowledge. Carers report wanting their 
concerns to be heard by clinicians and to 
receive information about the illness and 
about support services (Bartolo &  
Sanders, 2008). 

in the meantime, the service sector and  
ways of practice have and are continuing  
to change. Currently, our mental health  
sector largely adopts a ‘recovery’ model  
with the expectation that most people will  
get back to, or increase, their long-term 
self-reliance and quality of life. Similarly,  
there is also an expectation that the vast 
majority of people with mental illness will 
move on from the various levels of acute  
and residential care to live independently, 
although some will require episodic or 
ongoing case management, rehabilitation  
or residential supports in response to the 
episodic nature of the condition. 

responding to the needs of carers, the 
Commonwealth has provided for a national 
mental health respite service (national 
respite development Fund), which offers  
a care recipient a service that provides a 
‘break’ from caring duties for the carer  
(in particular older parents). this program is 
now quite flexible in what it can provide for 
carers and the eligibility criteria are more 
open than they used to be. many positive  

experiences have been recorded  
and this is to be celebrated. 

Barriers for carers in  
accessing respite services

despite these positive experiences, 
difficulties with current provision of respite 
remain. Some of these are regional or 
agency specific and are beyond the scope  
of this paper. this paper will focus on the 
issues pertaining to respite as it is currently 
conceptualised and delivered. in order to be 
‘solved’, some of the policy responses that 
ensue from the following issues will require 
federal and state governments to cooperate 
with the private health and community sectors.

Uninformed carers

Families and supporters who are uninformed 
about generic mental illness, agencies and 
coping skills, have a reduced capacity to 
facilitate appropriate clinical, rehabilitation 
and recovery activities for their ill relative. 
this is partly due to a lack of knowledge  
of what services are available because  
the sector is constantly changing. 

Since the days of deinstitutionalisation,  
the education and support of people  
closely involved with ill relatives has not  
been realistically resourced. the importance 
of information, emotional support, skills  
and counselling perhaps has not been 
sufficiently recognised for this population.  
in a move to progress carer services, new 
Commonwealth-funded respite programs 
may now fund informative and supportive 
services for carers.

Unsupported carers

it is now well documented that the  
mental and physical health of relatives 
providing care and support, particularly  
in their own home, is highly jeopardised  
(World Federation for mental Health,  
2006; House of representatives  
Standing Committee on Family,  
Community, Housing and youth, 2009). 

in an unpublished paper, Sanders  
(2009) outlines the situation whereby  
a carer’s wellbeing is inappropriately 
dependent on the wellbeing of their ill 
relative (an example of an ‘external locus  
of control’). the carer may also feel quite 
responsible for this. this situation can quickly 
breed depression and anxiety in the carer 
and become a hindrance to the normal 
processes of maturation, self-reliance  
and independence in the young person.

due to the demands of mental illness,  
carers who are unsupported will sometimes 
act as unwitting accessories to poor illness 
management where the family, in their desire 
to alleviate distress in their ill relative, will 
sometimes provide inappropriate supports 
and responsibilities. Consequently, a form  
of ‘home institutionalisation’ can result for  
the person with mental illness. this results  
in a delay for the person with mental illness 
in accessing peer supports, rehabilitation 
services or appropriate clinical treatment. 
therefore, the person’s recovery process, 
their wellbeing and that of their supportive 
person is impeded. 

Where the ill relative remains at home with 
unsupported carers or friends, and especially 
where the relative lacks sufficient awareness 
of their condition, the carer may not even be 
able to gain their relative’s consent for a 
respite break. it can be a situation of, ‘i’m  
not sick. i don’t need help’, to quote Xavior 
amador’s book title (amador, 1997). yet 
rehabilitation services are generally more 

likely to improve the self-reliance and quality 
of life of the person with mental illness and, 
therefore, the quality of life for the family as 
their sense of burden is lifted (Fujino & 
okamura, 2009).

a remaining barrier is that many families do 
not trust external agencies (due to previous 
negative experiences of institutionalisation) 
or resent the intrusion of external services in 
what is deemed private family business. this 
latter situation may apply more strongly to 
some recent immigrant communities.

ageing carers

the situation for carers entering their  
twilight years is particularly acute. it is now 
recognised that the ageing family and their 
characteristic needs are not easily met (Jeon 
et al, 2006). unless adequate government 
resourcing is provided for ageing families, 
there may be the unintentional creation of  
an at-risk population (lefley, 1987), some  
of whom may be subject to violence by their 
inadequately supported mentally ill relative 
(Solomon & Cavanaugh, 2005).

Sometimes the family wish to live separately 
from their relative but fear for their relative’s 
welfare if they were housed independently. 
Without information about the supports now 
available, it is easy to acknowledge the 
validity of this reasoning. the outcome can 
be that the care recipient remains dependent, 
carers remain over-burdened and hold 
uninformed views that are not conducive to 

the wellbeing of the whole family. this is not 
to blame the family as this is the cumulative 
result of years of poor resourcing and 
structuring of mental health services in  
terms of supporting families and carers.

Carers are also averse to ‘upsetting’  
their relative by using a respite service,  
since it is they who have to face any negative 
emotional response from their relative, should 
the service be found wanting. So the net 
effect is, for too many, no service at all.

With the ageing and eventual death of  
carers, research suggests the unsupported 
individual with mental illness is likely to 
experience ‘traumatic transitions’ and acute 
episodes of illness requiring extended 
inpatient care (lefley & Hatfield, 1999; 
Smith, Hatfield & miller, 2000). Without 
adequate and timely rehabilitation support, 
there can be an increasing need for siblings 
and adult children of the care recipient to 
take over caring activities and require respite 
themselves. these families would benefit 
from estate and financial planning (Smith, 
Hatfield & miller, 2000). this presents a 
distinct need for information and assistance 
to wider members of a supportive family. 
indeed, the services should approach the 
entire ageing family as the unit  
of intervention (Smith, 2003).

in responding to those situations where the 
mentally ill person does not recognise that 
their own illness impinges severely on their 
carer’s health and therefore refuses consent 

a remaining barrier is that many families do not trust  
external agencies (due to previous negative experiences of 
institutionalisation) or resent the intrusion of external services in 
what is deemed private family business. this latter situation may 
apply more strongly to some recent immigrant communities.



Partners in Respite Building Capacity in Community 
mental Health Family Support and Carer respite40

to respite for their carer, the respite eligibility 
rules could be modified. the person with 
mental illness could be deemed a ‘carer’ or 
supporter of an aged or frail relative and thus 
eligible to relief through respite. this form of 
eligibility could alleviate the ageing carer 
from an untenable situation and assist the 
consumer in their path towards increased 
rehabilitation and wellbeing. 

Problems with the term ‘respite’

Some difficulties remain with the word 
‘respite’. the project found that it is seen by 
much of the public in terms of an aged and 
disability support and is therefore not seen 
as attractive, nor appropriate, to mental 
health families. 

the title to Xavior amador’s book could also 
easily translate into, ‘i’m not sick and you 
don’t need respite from me’. viewed from a 
mentally ill person’s perspective, this notion 
of respite may be very demeaning. it could 
imply that it is me from whom my relative 
wants respite. no-one wants to be a burden 
to their family but sometimes, due to the 
biological nature of the illness itself, people 
with mental illness are less aware that 
respite could benefit them both. in these 
situations where lack of appropriate illness 
awareness exists, there is far less likelihood 
that these families can access a direct ‘break’ 
as the care recipient will not give consent. 
these are the very families and care 
recipients at most risk from not being 
engaged in quality services.

Carers also report that they just want their 
relative to get better (naturally) but do not 
see that they themselves may benefit from, 
nor deserve, services in their own right. in 
tasmania, slow and poor take-up of the 
Commonwealth respite services have been 
an outcome of these issues (among others).

The need for more than just a ‘break’

many families will find that it is not additional 
‘caring’ duties as such that are troublesome, 
but living with continual emotional stress 
from responding to inappropriate demands  

of the illness and worry for the person’s 
condition and future. Family members may 
have to modify their own actions and speech, 
‘walking on eggshells’ for fear of triggering 
off an emotional outburst. this can occur 
whether the supportive person lives with  
the ill relative or not.

due to this emotional and financial roller-
coaster effect, supporters, families, friends 
and partners need (even if they do not 
recognise it yet) accurate generic information 
about: mental illness, different types of 
treatments (clinical and psychosocial), 
strategies for responding to illness 
behaviours, the Mental Health Act; agencies 
of assistance (and how to access these), and 
self-care to prevent their own depression or 
burnout. this set of interventions is termed 
‘indirect’ respite. it should be stressed that 
families and carers deserve this support in 
their own right for their own wellbeing. 
therefore, neither permission of the person 
with the mental illness, nor even a diagnosis, 
should be necessary for such assistance to 
be offered to people troubled by mental 
illness in their relative. these supports are a 
valuable aid in promoting social inclusion, 
raising social capital, and promoting mental 
health in carers and in the next generation 
(the young children in the extended family). 
Sometimes these kinds of programs can be 
delivered by carer peers (‘trained carer 
facilitators’) (dixon, adams & luckstead, 
2006). Well Ways from mental illness 
Fellowship australia is one such example  
(see: http://www.mifellowship.org/ 
services-wellways.shtml).

this kind of ‘indirect’ support will also  
help the family and friends respond  
more appropriately to mental illness and 
thereby enhance clinical and rehabilitative 
interventions where these are in place, or 
facilitate the person’s future access to such 
services. Families deserve support in their 
own right but there is also good evidence 
that supporting the family enhances the 
psychiatric outcomes for the person with 
mental illness as well (araFmi, 2006).  
this is a larger notion than a mere break 
from caring duties. 

moreover, the need for family/carer support, 
education and skill development to build 
resilience against the challenging behaviour 
of mental illness is also particularly acute.  
if the capacity of the de facto providers  
(the family/carer) of psychosocial supports 
could be improved, then the need for direct 
forms of respite should diminish over time, 
and there should be better outcomes for 
recipients and family alike. in a meta-analysis 
of 25 intervention studies, it was found  
that ‘the bifocal approach, which offers 
psychosocial support to relatives and 
schizophrenia patients in addition to medical 
treatment, was clearly superior to the 
medication-only standard treatment’ and that 
psycho-education are essential to treatment 
responses (pitschel-Walz et al, 2004).

Carers need to know that by gently 
relinquishing care, with the support of 
agencies, they will be preparing their relative 
with greater resilience to face the eventual 
loss of their presence and support. 

Workforce issues

in terms of workforce capacity, these 
situations may require intensive and longer- 
term staff activity with each family. Some 
situations may also need the skills from an 
aged care perspective. Carer service 
providers would need to be highly sensitive 
to families where there is an adult mentally  
ill child living with parents, so that the carer/
family do not feel blamed or criticised. Staff 
will require particularly strong communication 
skills in working with families who experience 
worry, grief and enmeshed caring. Services 
therefore need to develop their staff 
competence in responding to these highly 
charged emotional and practical issues 
(lefley & Hatfield, 1999). 

Early intervention is for families too

For families coping with a first episode of 
serious mental illness, there is often little 
early intervention for the family/carers,  
which delays their acquisition of sufficient 
emotional support and information that  
could enable them to respond more 
appropriately to the situation. 

Just as early intervention for mental illness 
has been shown to improve recovery and 
reduce inpatient admission rates, family and 
carers also benefit from early supports and 
services (araFmi, 2006). With earlier 
support, the family will have earlier strengths 
to cope with the challenges of mental illness 
and therefore there should be less family 
disruption, less social exclusion and less 
secondary depression for the key carer. the 
earlier provision of information and skills will 
facilitate the progress of normal adolescent 
self-reliance in the young person with mental 
illness by reducing the risks of becoming 
dependent on family for ‘services’, 
accommodation and social life. earlier 
support may prevent the need for direct 
respite services in the longer term. 

if indirect services were automatically  
offered to the family/carer upon diagnosis, 
and in the language of rights to services, 
there may be more take-up of ‘indirect’ 
assistance by families. 

Promotion of mental wellbeing  
in extended family

the perspective outlined here emphasises 
mental health promotion not only for the key 
carer but also for the extended family and 
particularly young children of parents with 
mental illness. this is based on the notions 
that the supported informed younger relative 
gains a healthier perspective about mental 
illness and gains resilience skills. this 
knowledge and skill may prevent or reduce 
mental health difficulties for them in later life. 
this is a crucially important investment in the 

younger generation, given that they are  
at greater risk of mental health difficulties 
themselves due to parental mental illness.

Duration of services

a fairly consistent message from providers 
and carers was that valuable respite services 
were not ongoing even though the need 
remained after the designated respite time 
was up. Similarly, ‘indirect’ supports for 
families also need to be offered consistently 
over time, not just once. the implications  
for workforce and capability development 
include the need for staff to acquire skills  
to deal with these difficult dynamics  
between family and mental illness. 

Sometimes ‘indirect respite’ needs to be in 
place to facilitate take-up of direct respite. 
With ongoing in-home visitation, both carer 
and their relative may have an increased 
opportunity to learn to trust service provider 
staff and become acquainted with the 
recovery/rehabilitation perspective. during 
this process valuable information can be 
imparted to the carer and therefore they  
may be more inclined to access out-of-home 
carer supports later. the rapport and hope 
shown by visiting staff may also encourage 
the care recipient to engage with 
rehabilitation services.

Reducing privacy barriers  
to carer services

When clinicians must limit services to 
families/carers due to stated privacy or 
consent issues, ethical dilemmas may  
arise for clinicians (Chen, 2009). a dilemma 
may occur when a carer wishes to divulge 
important information to a clinician. Should 
the clinician disregard their client’s non-
consent and breach the clinical relationship 
by listening to a carer (or breach that trust)? 
Clinicians may need to be reassured that, at 
times, the duty of care overrides privacy and 
that listening to a carer does not breach the 
privacy of the client’s personal information. 
Similarly, as much as is feasible in an ideal 
world, the carer’s confidentiality would also 
be respected.

Some of the issues around consumer 
non-consent to sharing of personal information 
may be resolved by clinicians repeatedly 
encouraging the inpatient that an appropriately 
informed family helps them. it has been found 
that informing carers of confidentiality policies 
assists appropriate information exchange. 
indeed, family interventions can be 
strengthened by building rapport and 
discussing concerns between families and 
clinicians (marshall & Solomon, 2004). of 
course, there will be times when personal 
information should not be shared with a  
family where there has been parental rejection, 
neglect or abuse, but even these families  
could benefit from general information  
and encouragement of accepting attitudes 
towards people with mental illness.

Carers need to know that by gently relinquishing care,  
with the support of agencies, they will be preparing their  
relative with greater resilience to face the eventual loss  
of their presence and support.
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Ideal state model –  
guidelines or principles

various facets of an improved  
model of intervention in mental illness  
are outlined below.

 » Collaboration between government,  
private and community sectors and 
between inpatient and rehabilitation 
services. although in recent years there 
has been improved collaboration between 
these sectors, collaboration needs to be 
progressed in a speedier manner to enable 
the provision of seamless, coordinated  
and comprehensive services to the person 
with mental illness and also to the primary 
people supporting them. ideally, upon 
discharge from inpatient units, patients 
would be referred to some aspect of 
psychosocial intervention as well as case 
management or medication follow-up.  
these interventions would range from 
government-run step-down facilities and 
case management, to those run by the 
community sector (residential and office-
based rehabilitation/recovery services and 
support groups). these options would be 
discussed in detail in each discharge plan 
with the inpatient (and family as much as 
possible) so they may have knowledge about 
what options are available, if not for their 
immediate future, then for the longer term.  
this information may be couched  
in terms of rights to information,  
to facilitate greater acceptance.

 » Comprehensive service provision: 
indirect with direct respite for family/
carer/support persons. the key support 
person should be offered education, 
information and support with practical 
respite as a comprehensive package that 
will be flexibly delivered according to need 
and stage of the illness. there should be 
no need for diagnosis or consent by the  
ill relative for families/carers to attend 
such services. 

 » therefore, there would be no restriction  
for any carers/supporters in accessing:  
 
• informal education/training in  
 mental health issues (indirect respite) 
• counselling 
• peer supports (in whatever  
 form and delivery style).  
 
indirect respite would be tied as  
much as possible to planned direct 
supports, bearing in mind that, on 
occasion, emergency respite without  
other support will be necessary. 

 » Coordination of consumer with carer 
services. ideally, rehabilitation and 
recovery services would be coordinated 
with carer/family services and sometimes 
dovetailed, such as a rehab recreation 
program that ties in with the times for 
family education sessions. direct respite 
with a rehabilitation/recovery focus, would 
become just one of the many psychosocial 
services that could be integrated into the 
person’s rehabilitation plan. 

 » Longer duration of rehabilitation/direct 
respite/recovery activities needed. 
these planned respite experiences  
with a rehabilitation and recovery focus 
would be as ongoing as was needed  
by the consumer. 

 » Person with mental illness and their key 
support people as the unit of intervention. 
Where someone is closely connected to an 
individual with mental illness, this person/s 
and the individual would be viewed as the 
unit of intervention. Whatever helps  
the individual with mental illness, helps  
the family/carer and whatever helps  
the carer, helps the individual  
(pitschel-Walz et al, 2004).

 » Early intervention in service provision  
for family/carer. upon first episode, family/
supporters and carers would receive 
information, skills, emotional support and, 
where appropriate, counselling. Where 
clinicians are not in a position to provide 
this type of service, there should be 
policies stipulating automatic referrals  
to community agencies for these 
components of family support.

 » Encouraging more self-reliance. one of 
the aims of carer support is to facilitate 
discussions with the family/carer about 
facilitating the use of clinical and other 
psychosocial services by the person with 
mental illness. in recent-onset mental 
illness, this is in order to progress their 
rehabilitation and recovery and, for older 
carers, to prepare their relative for the 
inevitable time when the carer is no  
longer available due to frailty or death.  
 
Where people with mental illness remain  
in the parental home but are attached to 
quality rehabilitation/recovery services, 
education, volunteering and, hopefully,  
paid work, there would be less need for 
direct respite for carers because the 
individual would be out of the house  
much more often. 

 » Referrals to carer support agencies  
by clinicians. adequate policy and 
procedures would exist in clinical  
agencies to encourage or mandate 
referrals to key carer organisations, 
especially where the confidentiality  
for clinicians remains unresolved.

Conclusion

this paper outlines why a comprehensive 
approach to whole-family intervention is 
needed in mental health. although the 
evidence is not startling, it does show  
that the support for families/carers is 
conducive not only to their own wellbeing, 
but also to the wellbeing of the relative with 
mental illness. many small changes can be 
made that will not be financially costly, but 
attitudinal and collaborative changes are 
necessary and offer greater challenge to  
the mental health sector. 

Families and people with mental  
illness will benefit from comprehensive 
integrated packages of emotional support 
and information combined with rehabilitation  
and respite services, delivered as early  
as possible to the family as a unit of 
intervention, and within a collaborative 
framework between clinical and 
rehabilitation, and between government  
and community/private providers.
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‘Families are very important,’ says dr leanne 
Craze. ‘at some point perhaps 20 years ago, 
families in mental health started to identify  
as carers. a large part of it was service 
delivery-driven, due to the way organisations 
run by family members of people with mental 
illness were able to get funding, initially 
through generic carer funding programs 
which, had been designed primarily for 
people with dementia or profound disabilities. 

‘the term “carer” gave mental health family 
members a political voice, just as the term 
“mental health consumer” gave people living 
with mental illness a political voice. there 
were also drawbacks with it because 
consumers and carers increasingly became 
viewed by service delivery as being different 
from each other, and the family’s place in  
the whole experience of mental illness,  
in my view, was lost.

‘Hard and fast distinctions in terms of  
service delivery for consumers and carers 
don’t make a lot of sense in a number of 
contexts. the separation is probably a 
concept that aboriginal communities and 
Cald communities would like to challenge. 
in many cases these communities see that 
the people involved in supporting someone 
with a mental illness are not just brother and 
sister, mum and dad, but also aunt and uncle, 
extended family, people connected through 
kinship ties, community elders.’

another issue with the term “consumer”  
is that it suggests isolation and implies that 
identifying the consumer is clearcut. leanne 
suggests that when children, adolescents 
and youth are involved, the question ‘Who  
is the consumer?’ is valid. Just as consumers 
and carers are disparate, so are families. 
there is enormous variation in family 
composition, and the impact on the family 
can be different from case to case. However 
there are commonalities such as demands  
on time and energy, relationship pressure, 
disruption of normal routines and 
responsibilities, and stress.

‘one of the exciting things about this  
national project was about being able  
to reshape things to try to put family and 
relationships into the carer respite picture,’ 
she says. ‘How can we help the person 
continue to recover and stay well, and how 
can we help the family members to get on 
with what they need to do in their life? to  
be able to do that emotionally and to be  
able to live with the extra pressures that  
the experience of mental illness in a family 
unit brings is a large part of our challenge.

‘We need to question the way policies  
and services for consumers and carers have 
lined up because there is often a huge gap 
between them – a gap of knowledge, a gap 
of practice, and a gap of service delivery. 
there are a whole lot of services used to 
delivering services to consumers or carers, 
but it is the practice, skills and knowledge  
of responding to whole families and 
relationships that we are now missing.’

leanne says it is illogical to expect  
a person to choose which hat they are 
wearing – consumer or carer – before they 
can have a voice. reality is far more nuanced 
than this either/or framework. She has heard 
consumers say that while they have an 
illness and significant mental health needs, 
so do most of the people in their family. in 
these families, the role of ‘carer’ falls to 
different members at different times 
dependant on fluctuating levels of wellness. 
She has also met older couples where the 
boundaries between who has mental health 
needs and who is caring for whom can be 
very blurred.

‘We meet family members who are often  
not able to use available respite services 
because they are concerned about whether 
their family member will be safe. often this  
is because they cannot give themselves 
permission to have that rest from their caring 
role, but it is also a practice, skill and 
knowledge issue because we need services 
able to work alongside the family as a unit 
and to be able to help people get to the point 
where their life isn’t revolving around the 
carer role or the dependency.

We need to bring these family members  
to an emotional level where they give 
themselves permission to use services, 
knowing the support is there for the  
person with the mental illness.’

a different scenario occurs when the lead 
carer for a person with a mental illness is  
a friend rather than a family member. the 
impact, in this case, can flow through to that 
friend’s family. ‘typically, the friend will feel 
that they have to devote more and more  
time to the person with the illness, so their 
energies and resources might be drawn 
away from their own family. that is another 
reason why the support and respite programs 
need to be flexible,’ she says.

‘i think a model or framework for mental 
health respite needs to  put families  into  
the policy and service delivery framework.  
it is important for two main reasons. Firstly,  
if a support service is designed for a 
particular group but it is not relevant or 
appropriate, they will not use it and it is a 
waste of public money. the needs are real, 
so we need to get it right.

the second reason is that it challenges 
mental health services to rethink the extent 
to which the policies and service delivery to 
consumers and carers are demarcated and 
separated, and whether they are sufficiently 
responsive to families.’

individuals do not live in silos. When a person has a mental illness it not 
only affects him or her, but also their family. the person with the illness 
may be a parent, will be a son or daughter, is probably a brother or sister, 
may be a husband or wife, perhaps a grandparent. discussion about 
mental health, carers and respite issues needs to be predicated on the 
knowledge that family connections are important. in some instances, 
people with mental illnesses are completely disengaged from their 
families – but their carers (for example, friends) usually have family 
connections, and there will often be an impact on those family  
members as a consequence of the carer role.

intervieW WitH lEannE CRaZE By MIChaEl WInKlER

The importance  
of family inclusion  
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it is not uncommon for carers to be treated 
with disrespect or even suspicion because 
the person they are caring for has no obvious 
disability. this discrimination can make a 
range of accepted respite carer services 
difficult to access by mental health carers. 
on the other hand, carers and consumers 
might shun traditional respite services 
because of stigma still associated with 
mental illness within the community. 
moreover, some carers fail to attribute 
unusual behavior as symptoms of mental 
illness. personal factors that may reduce 
carer access to respite include attitudes 
of self blame and isolation, disempowering 
carers from seeking support. Some carers 
who desire support do not know how to go 
about accessing services due to a lack of 
information or an unwillingness to openly 
discuss mental illness, particularly when 
pertaining to partners or family members. 

a raft of other complex issues relate to 
co-morbidity issues including mental health 
and drug and alcohol issues. a different set 
of complications is associated with dual-
disability and pervasive developmental 
disorder, such as autism and asperger’s 
Syndrome. Some carers have difficulty 
accessing appropriate services due to an 
absence of a clearly identifiable primary 
diagnosis. Specialised dual-disability services 
are rare. Some respite services target a 
specific illness group and exclude others. 
this can make it difficult for carers to  
identify appropriate respite services.

an often overlooked factor is that terms  
such as ‘carer’ and ‘respite’, when used  
within the mental health sector, can seem  
to some carers clumsy or not quite right.  
many people simply do not identify themselves 
as carers, and as such, do not perceive the 
relevance of the service. engaging these 
hidden carers requires an understanding of  
the myriad of reasons why individuals do not 
associate themselves with these classifications. 
there are also nuances across different cultural 
perspectives regarding the notion of caregiving 
and how it fits with assumed or accepted 
responsibilities, especially within the family  
unit. this can create difficulty with the idea  
that respite means a cessation of or pause 
in caregiving.

For some individuals the distinction between 
carer and consumer are artificial as they may 
not only be providers of care, but at the same 
time, care recipients themselves. those who 
provide care to consumers may be family 
members or friends, and a consumer may 
have a support network of two or more 
carers at any given stage. this needs to be 
factored in when respite services attempt to 
respond to carers and consumers in a way 
that is appropriate and flexible.

accepted perceptions of what constitutes 
respite have been expanded. rather than 
being understood as a physical break away 
from the caring role, respite is increasingly 
recognised by many carers as a lived 
outcome of positive wellbeing. depending 
upon the needs and characteristics of those 

seeking respite and what they value, a range 
of products and services may be effectively 
combined to contribute towards carer respite. 
integral to this is the need for respite 
services and products to recognise support 
and in the least, not contradict the recovery 
of the consumer. 

as the needs of mental health carers are 
dynamic, carers need a range of products 
and services at different stages throughout 
their caring role. Coordination between 
services for carers and consumers should 
work to ensure that respite has a positive 
impact on the wellbeing of both. 

While there are commonalities, the needs of mental health carers  
and people living with mental health issues can be very different  
to those of people in the aged care and disability sectors. effective  
respite service delivery in the mental health sector requires more  
than adapting frameworks and service design from other sectors.  
importantly, the design of mental health carer respite services  
requires structural flexibility to facilitate the needs of both carers  
and consumers within a recovery framework.

anna MaREE yIP, proJeCt Coordinator, 
mental HealtH Coordinating CounCil oF neW SoutH WaleS inC.

Rethinking mental 
health family and 
carer respite services

Consumers’ circumstances and caring needs change over time, 
dependant on such factors as their age, the severity of current 
symptoms and the episodic nature of the illness. the carer and/or 
the consumer may not always acknowledge these dynamic needs, 
which can make care provision difficult.
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Remember 
the children

CHapter Four
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a new resource booklet called Climbing 
Fences, launched in october 2009, 
highlights the stories of tasmanian children 
who are caring for a parent or family member 
with a mental illness. Funded by the 
tasmania Community Fund in partnership 
with mental Health Council of tasmania, 
Climbing Fences program manager 
liz Clements says that the booklet was 
developed after conducting a series of  
tas Kids camps with children. ‘the kids got 
so much out of listening to each other, and 
learning that all of them dealt with common 
issues at home. they also valued getting 
more information about mental illness and  
in particular how to start exercising their  
own mental health.’ 

‘But when the camp is over, the realities  
of life soon creep in. also, for every child  
able to take the opportunity of a respite 
camp there are many families where daily 
functioning is limited; so signing permission 
forms and getting a child to a camp is an 

insurmountable task,’ she said. Climbing 
Fences was developed as a companion 
guide for all kids and their families to look  
at in their own time with the objective that  
by sharing stories the intense isolation 
experienced by most Copmi can  
be reduced.

a chief difficulty of reaching out to help 
Copmi is the isolating nature of the lives 
they lead. during periods when their parent  
is unwell this group often take on adult 
responsibilities of getting siblings ready for 
school, cooking, cleaning, helping their parent 
to dress and take medication; all at the same 
time as coping with school and the roller 
coaster of pre-teen or teen life. 

Copmi are often drawn into a harmful world 
of secrecy and mistrust; where outsiders 
including school friends are not welcome in 
the home, and concern for parental or sibling 
wellbeing makes normal activities like a trip 
to the movies or shopping with friends a 

rarity. the Climbing Fences project found 
that trust and stigma of mental illness was  
a major issue for this group. many Copmi 
reported being hurt when they confided 
aspects of their home situation to friends, 
only to have their social life further disrupted 
through peer ignorance. ‘next to relatives  
we found that school chaplains were the 
preferred confidant, before counsellors and 
other professionals. Chaplains were seen as 
being there to listen and befriend, rather than 
to judge or refer them on to services,’ said  
liz. ‘even the young kids are duty-bound, and 
are guarded about opening up and saying 
things that could get mum or dad  
into trouble. as well as protecting their  
parent these kids are averse to adding  
more complexity to their home life.’

There have been some tough times. Mum would just lay in bed  
and not do anything, she didn’t want to have anything to do with  
the world. She looked sad and I would feel sad too. At this time my 
little sister was about six years old, I had to cook meals for her, I had  
to wash the dishes and do other chores as well. I also used to cook 
for Mum and take her meals to her in bed.

Male aged 14, My Story, Climbing Fences

intervieW WitH lIZ ClEMEnTS By fRanCES hoy

Children of Parents 
with a Mental Illness

Within the array of services, agencies and individuals working  
to improve the lives of those living with mental illness in australia, 
the needs of one sub group often remain hidden and unaddressed. 
the project has identified a huge gap in available support for Children 
of parents with a mental illness (Copmi) across the country. 
 
estimated to affect 23 per cent of all australian households1, 
various projects have attempted to gauge the needs of the  
Copmi community in recent years, and several websites now  
act as information hub, confessional and wishing wells for  
children and adolescents. 
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‘The hardest thing is the struggle of loving 
the family member that you are caring for, 
whilst carrying the heavy burden that comes 
along with their experience of mental 
illness; the guilt itself of wanting to escape 
is torturous, but you know it’s the illness 
they are experiencing, it’s not them.’  
 
Kate Shaw, co-author Climbing Fences

in addition to the structural and logistical 
difficulties in accessing Copmi and 
encouraging them to seek assistance and 
respite, a crucial step for those interested  
in helping Copmi is to acknowledge the 
inner turmoil they face. 

love is often matched with sadness, 
and concern for the parent can be 
counterbalanced by deep disappointment  
or resentment, particularly when episodes  
of ill health occur at Christmas or birthdays.  

all who work with Copmi are amazed at the 
group’s resilience as they experience repeat 
cycles of love, frustration, guilt and hope. 

one of the biggest fears reported by  
Copmi is developing a similar mental  
health condition to their parent. Quite  
aside from the hereditary nature of some 
conditions years of exposure to coping 
strategies that are dysfunctional and the 
pressures and responsibilities faced growing 
up in this environment increases the risk of 
Copmi developing mental health conditions  
of their own; some have put the risk at 25 per 
cent more likely than the general community.2 
Conferring skills to lessen the risks and 
preventing trigger points allows children  
to learn to look after themselves. 

many techniques are recommended  
for Copmi to aid coping and safeguard  
their own mental health, including exercise, 
hobbies, keeping a journal, reflecting on 

positive memories, song or poetry writing  
and goal setting. What works is down to  
the individual; and in a group defined as  
8-18 years needs can change quickly.

For group talking therapies Climbing 
Fences coordinators recommend splitting 
groups into four peer ages: 7-10, 11-13, 
14-15 and 16-18. at such a formative time 
of social development a broad age group will 
not want to mix together and will not express 
themselves to the degree of a matched peer 
group. they also have completely different 
experiences of the same problems and need 
different assurances. ‘pre-teens tend to  
be at the “am i going to catch it?” stage  
when we talk to them,’ liz explains. ‘they  
are frightened and isolated and require 
education on their parent’s mental illness  
and information on how to keep themselves 
and their siblings healthy. teens want to 
interact and be social. activities which  
help them to work out their needs and  

their family’s needs, and how to balance 
these seem to work best.’

Working with teens on coping strategies,  
and encouraging peer support among teen 
Copmi has sound benefits, but much of this 
work is of a band aid nature, according to liz. 
if no help has been accessed then issues 
like anger management come to the fore; 
they might have got behind in school or 
started to mix with the wrong crowd, and in 
the worst cases signs of impending mental 
illness are already present. ‘the best results 
come from intense work with pre-teens: they 
are at such an important social, behavioural 
and emotional stage. equipping them with 
strong coping mechanisms and the 
knowledge that mental illness is only bad  
if no one does anything about it is crucial,’ 
she said.

the Climbing Fences team hopes that their 
booklet will have a ripple effect in tasmania. 
as well as a resource for Copmi they can 
share it with friends, family and teachers to 
promote understanding of mental illness in 
the community. liz reports that schools and 
libraries have requested copies of Climbing 
Fences, and most rewardingly the parents of 
participating children are passing copies to 
people they know too. 

‘We’ve found that communication within 
some families has improved as parents  
read the stories and see things through  
a child’s eyes. the key issue is that mental 
illness is not a solitary condition; it affects 
everyone around you, and there is no  
need for families to go through difficulties  
in isolation.’

1 australian infant, Child, adolescent and Family mental 
Health association (2003) Children of parents with a  
mental illness

2 maybery, d., ling, l., Szakacs, e., & reupert, a (2005) 
Children of a parent with a mental illness: perspectives on 
need. australian e-journal for the advancement of mental 
health (aeJamH) 4, 2, 2-11.

one of the biggest fears reported by Copmi is developing  
a similar mental health condition to their parent. Quite aside from 
the hereditary nature of some conditions years of exposure to 
coping strategies that are dysfunctional and the pressures and 
responsibilities faced growing up in this environment increases  
the risk of Copmi developing mental health conditions of  
their own; some have put the risk at 25 per cent more likely  
than the general community.2 
 
Conferring skills to lessen the risks and preventing trigger points 
allows children to learn to look after themselves. 
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‘the territory is huge and there are very 
differing needs and situations between 
darwin, alice Springs and remote indigenous 
communities. in terms of darwin, the project 
was around building partnerships to create  
a hub arrangement. there was a lot of 
soul-searching to get the best result with  
the limited resources and time, and it is 
fantastic to have this partnership funded.’

a diverse group of stakeholders was brought 
together. the lead agency was Carers nt. 
the other partner organisations are mental 
Health Carers nt, top end mental Health 
Consumer organisation (temHCo) and 
vincentCare. ‘these organisations are vastly 
different in the work they do, but all their 
clients are carers or have carers or have that 
need in their lives. For example, vincentCare 
does not traditionally deal with mental health 
– it specialises in homelessness and drug 
and alcohol issues – but a sufficient number 
of their clients have mental health problems 
for their involvement to make good sense.’

‘it is a very positive development and i am 
really looking forward to seeing it up and 
running. there is a wide range of things 
planned. they will be looking at options 
available for people to plan their respite  
in a productive way. they will be helping 
consumers to undertake day programs and 
learn about living independently. the 
partnership is looking at forums for carers to 
express their views and have the opportunity 
to share their experiences in a broader 
framework of networking. there is a plan  
to get into education programs and the 
partnership will not only tell carers what is 
available with training, but also invite them  
to come in and be educators for people  
who need that experience and expertise.’

another practical innovation is a live 
database. this is an online directory which 
will be constantly updated. phil says that it is 
in part a response to the anecdotal evidence 
that workers across the community services 
sector often do not know about the programs 
being run by their colleagues in other fields 
and locations. rather than a small group of 
people having access to any given 

opportunity, the live database will provide 
access to information about services and 
opportunities for carers and consumers 
across darwin. 

there will be a strong emphasis on finding 
‘hidden carers’. phil points out that often the 
carers themselves don’t acknowledge the 
time and effort they put into their unpaid 
work, or identify their role with the term 
‘carer’. ‘one of the great problems is that 
people often don’t recognise that they are 
carers,’ he says. ‘i have talked to people  
who have for years assisted a parent with a 
mental illness, yet they don’t formally identify 
themselves as carers. one of the aims of this 
project is to try and identify more of these 
people so that they receive the support  
they need.

‘providing a range of supervised activities for 
consumers is a great way to give their usual 
caregivers a break. one of the things we 
thought about when we put the partnership 
together here in the top end was the value 
of getting consumers out of the house and 
into day programs that occupy them and 
develop their sense of independence.  
this provides the opportunity for primary 
caregivers to have a much needed break.’

of course, scheduling needs to be flexible 
within the mental health sector. ‘mental 
illness has a very episodic nature,’ he says. 
‘after someone has a mental health crisis  
and receives treatment from medical 
professionals, it is the community sector 
which steps in alongside carers to pick up 
the ongoing responsibility for the care of 
these people.’

Janine says, ‘there is still a stigma that 
surrounds mental health. people often feel 
funny about going to their employer to 
explain that they won’t be able to come to 
work for a week because they have to care 
for a loved one who is suffering an episode 
of mental illness. But they would be much 
less hesitant to ask for time off to care for 
someone who has just returned from hospital 
after serious surgery.

‘a child who becomes a primary caregiver  
for a parent with a mental illness often takes 
on a range of other roles as well. they are 
likely to be involved in getting siblings off  
to school, making school lunches, doing  
the shopping and generally keeping the 
household together.’

Janine is satisfied that under  
the new partnership, ‘carers  
get a chance to get the kind  
of respite that they haven’t had 
the opportunity to access in  
the past. it gives them a break 
from the physically taxing and 
emotionally draining role of 
caring for someone with a 
mental illness.’ the Building Capacity in Community mental Health Family Support and 

Carer resite project assisted partner organisations to develop new and 
expanded family support and carer respite options. in the northern 
territory the work was led by nt mental Health Coalition Coordinator 
phil dempster and project Coordinator Janine Sims. as a result of the 
partnerships that were formed, carers will gain in many ways from the 
multifaceted approach of the new service. 

‘this is an innovative service, and a lot of work went into getting it up 
and running,’ phil says. ‘it is there to create options for carers that they 
have never had in their lives before. it is there also to uncover hidden 
carers that don’t get any sort of service, and for them to understand that 
their role is a caring role. a lot of people don’t understand that they are 
carers, and without that recognition they cannot access opportunities  
to help them go through what they’re going through’.

intervieW WitH mental HealtH Coalition Coordinator, PhIl DEMPSTER, 
and proJeCt Coordinator, JanInE SIMS, nortHern terrirory mental 
HealtH Coalition, By gRahaM RIng

The importance of 
caring for the carers
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this does not always occur in the mental 
health sector. as services met to discuss 
partnering and service opportunities, they 
also shared service values and practices that 
encouraged referrals and case discussions. 
networking was actively encouraged and a 
number of services began to cross-refer 
throughout the project due to an increased 
understanding of other services.

a primary goal at the commencement of  
the project was to find out what Western 
australia really needed so that carers of 
people with a mental illness would get 
appropriate supports. another important  
goal for the state was to encourage services 
to make professional networks that could 
increase the chances of them forming 
partnerships for this project, but also create 
immediate efficiencies in service delivery. 
once service gaps had been identified and 
possible service models were forming that 
could meet these gaps, it became apparent 
that the Wa team had a role in supporting 
the development of the partnerships, 
ensuring the partnerships maintained a focus 
on sustainability and continued to consider  
ways in which these services could  
continue to run in their communities. 

another outcome of the project was the 
development of a Carers respite Services 
provider directory outlining all the national 
respite development funded services across 
Western australia. the directory consists of 

the contact and organisation details, 
geographical areas, recipients of respite and 
a detailed account of the services provided 
by each organisation. efficiencies in practice 
should improve across the state and support 
to regional areas increase as a consequence. 
parallel to this directory was the development 
of a concise leaflet for families, clients and 
the sector in general including details of  
all services.

a Service expansion tool Kit was developed 
for non-government organisations to assist 
them in becoming tender-ready when 
funding becomes available. the kit  
contains information on:

 » developing a business plan

 » tender and Submission writing tools

 » looking for funding 

 » developing partnerships

 » templates documents

 » Cd with all the information 

a gap in youth services was identified.  
to assist with this issue, WaamH has 
developed a mental Health Services for 
youth leaflet which includes information on 
respite available for youth and for parents, 
mental health education, and support 
services for youth and for young carers. 

the Western australian team visited a 
number of services and regions throughout 
the state. project learnings can be broken 
down into global, regional matters and 
Sector development. global refers to the 
themes that were consistent throughout the 
state. regional matters were consistently 
raised as we worked in the pilbara, South 
West, greater South West, goldfields and 
geraldton. Sector development learnings 
were in relation to matters that were specific 
to the mental health sector and the way it 
relates to its stakeholders.  
 
global learnings:

 » all services and carers consulted 
throughout the project emphasised that, at 
the core of any service models that are to 
be developed, must be the understanding 
that all carers want to know that their care 
recipient is safe while they access respite. 

 » many services have difficulty 
conceptualising a respite framework for 
the mental health sector and are stuck 
with ideas taken from the aged care and 
disability sectors. as the project 
progressed and the team shared ideas 
from throughout the state and the country, 
concepts of respite were broadened and 
innovative ideas began to arise.

the project has drawn on networks and connections throughout 
Western australia to highlight the needs of families and carers 
supporting someone with a mental illness. it has encouraged 
collaboration, efficient use of resources and service delivery models  
that address gaps in service. the project identified the major gaps in  
the provision of respite and attempted to find models and services  
that are willing to use the new identified models and fill these gaps.  
an important part of this work was broadening the concept of respite 
throughout the sector.

participants in the project included the Western australian association  
for mental Health (WaamH), various non-government mental health 
organisations, carer non-government organisations, Commonwealth 
respite and Carelink centres, carers and consumers. WaamH 
benefitted from involvement in the project as the peak body through 
building networks in the sector, facilitating and supporting relationships 
amongst non government organisations (ngos), and by supporting 
services to successfully tender for a large portion of the national funds. 
the timing of the project allowed services time to consider the needs  
of carers, which many being primarily consumer-focussed had not  
done before.  

getting 
connected

all participants benefited from an increased knowledge of what 
was happening within the sector and gained the ability to anticipate 
the growth of the respite networks. By attending consultations 
around gaps, service models and workforce development arranged 
through the project, participants were kept abreast of information 
from WaamH and also from one another. 

gEMMa DoWnIE, proJeCt Coordinator, 
WeStern auStralian aSSoCiation For mental HealtH inC.
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Why are partnerships attractive to our sector? What value is there  
in establishing partnerships in our sector? 

the Building Capacity in mental Health Carer respite project sought  
to investigate how partnerships offer solutions to complex service 
delivery issues. in particular, how partnerships may support the delivery 
of mental health carer respite services as they require coordination 
between a range of services and the consideration of multiple 
stakeholders in order to achieve effective outcomes. Whilst partnerships 
and alliances are not new within the mental health sector, little is known 
about the way coordination can increase organisational efficiency and 
effectiveness. a key learning from the project is the understanding  
that strategies for coordination differ. the success and sustainability  
of a partnership is dependant on the careful selection of the most 
appropriate strategy for the stakeholders involved. the mental Health 
Coordination Council of new South Wales investigated the difference 
between networking, cooperation and collaboration and how these 
strategies for coordination add real value to organisations.

anna MaREE yIP, proJeCt Coordinator, 
mental HealtH Coordinating CounCil oF neW SoutH WaleS inC.

Strategic partnerships 
and alliances
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 » difficulties due to the size of the state of 
Western australia became more apparent 
as the project progressed. 

Regional matters:

 » respite is often the last thing on the  
minds of carers in the regions. their 
primary concerns were mental health 
services, accommodation, local transport, 
and possible travel to perth. it is difficult  
to engage services in what they see as 
‘extra’ service (i.e. respite) when they 
believe primary services are missing.

 » in the regions where the team worked  
with established services, community  
links are very effective and efficient. new 
services will be easy to integrate into the 
system as the links are so strong. regional 
services were also quick to identify 
partners where there were a number of 
long running services. Services in the 
regions were quicker to embrace the  
new concepts of respite. at times these 
organisations are offering a range of 
services with little or no funding simply 
because there is a dire need in the 
community and no one else is doing it.

 » Services in the regions have very limited 
knowledge of what is available in perth  
in terms of services, supports, training etc. 
this leaves them very isolated and often 
distressed when needing to send carers 
and care recipients to perth. improving 
information and links between 
metropolitan and regional services  
could be a simple way to decrease 
isolation, provide shared supports  
and service knowledge.

 » Social structure in some regions may  
also affect service frameworks and this 
may need to be further researched. For 
example, mining towns often have many 
males on fly-in/fly-out arrangements 
where families are left for extended 
periods. Where this is the case, the  
periods together may be particularly 
intense and lead to alternate stresses  
to the usual caring arrangements.

Sector development:

 » the challenges of the geographical 
distances throughout Western australia 
appear to be exacerbated by a lack of 
communication between services, between 
funding bodies and services, and between 
the varying funding bodies. it is evident 
that in many cases, services do not know 
what other services are doing and work in 
an environment with limited networking 
opportunities. often networks are reliant 
on committed individuals, and when the 
individual moves on all networking, 
information and resources are lost with 
that individual. our project was able to 
provide a formal and informal environment 
for sharing service information in a setting 
which was seen to be of long-term value 
and thus was supported by organisations. 

 » the long-term outcomes of these 
opportunities could have great 
consequences. Few mental health 
organisations have knowledge of programs 
in other regions or even in metropolitan 
perth. Some services may be located close 
by and hence there is no point in 
reproducing the service, or may be some 
distance but with excellent processes that 
are easily transferable. the issue identified 
is that no one is aware of whether either is 
the case. Better levels of communication 
on all these levels could easily lead to 
increased natural partnerships, high 
efficiencies of service, decreased 
competition amongst services and 
ultimately smoother services for 
consumers and carers.

 » the linkages between state and federal 
programs appeared to impact on the 
efficiencies of the sector. it would be 
useful for the sector if the state and 
federal governments planned releases  
of funding and strategic directions so  
that services can plan their growth and 
development in a sustainable way.

 » Workforce issues continue to impact on 
the growth and development of the sector. 
in assisting services to consider funding 
and budgets, we repeatedly discussed 

issues around pay, training, and workforce 
development. non-government 
organisations find it difficult to offer 
conditions comparable with private and 
government sectors, especially in the 
regions where accommodation and other 
benefits are available to those in the 
government sector. the not-for-profit 
mental health sector continues to struggle 
to build staff skills and maintain trained 
and skilled staff in meaningful and 
appropriately paid positions.

 » difference in sophistication level of 
organisations in relation to reporting, 
acquittals, personnel capacity and systems 
was highlighted throughout the project. For 
example, large services were able to send 
a variety of staff to engage in the 
partnerships, such as accounts staff or 
staff with program knowledge. Small 
services are required to have a ‘Jill of all 
trades’ who runs the service, knows the 
policies and procedures, and manages 
accounts, staff and clients. these 
individuals hold some knowledge on all 
areas, however may struggle when 
intricate specialist knowledge is needed. 

 » many services struggled to remain involved 
in the process of developing partnerships. 
larger services have managerial and 
system responsibilities that mean key 
personnel are not always available to 
engage. Smaller services are often 
focused on service delivery and are  
thus unable to take the time to make  
the relationships.
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partnerships are strategic relationships or 
alliances that allow stakeholders to achieve 
things that often can not be achieved by 
working autonomously. When complementary 
products, services and/or business functions 
are coordinated in some way, it allows us to 
achieve greater efficiency and effectiveness. 
in the mental health sector, partnerships 
present us with opportunities to work in ways 
that tackle complex issues – whether they 
are programmatic or structural – through 
innovation and flexibility.

most organisations are designed to 
specialise in a particular area. they may 
address a specific need or possess unique 
resources or organisational capabilities.  
their core functions and resources support 
specialised activities such as providing 
services to meet particular needs, or 
researching and understanding what client 
and consumer needs are. partnerships and 
strategic alliances allow them to gain value 
by working with each other where their 
products, services or resources are 
complementary, without either organisation 
needing to integrate all these functions  
and resources into one entity. partnerships, 
therefore, allow organisations to enjoy  
the benefits of pooled resources and 
capabilities while retaining their core or 
specialised functions. 

there are many benefits of partnerships and 
alliances. partnerships that aim to achieve 
efficiencies work on the economies of scale 
can be achieved through coordination. one 
way in which a partnership can achieve 
efficiency is where two or more organisations 
share a resource, such as real estate or 
infrastructure. For example, the cost of 
renting premises, or setting up an information 
system, may be cheaper when shared among 
a number of organisations. each stakeholder 
can benefit from the cost savings achieved 
through this mutual understanding and 
agreement. a partnership approach may  
also allow stakeholders to get the most  
out of their existing assets or resources. 

organisations may be able to achieve greater 
effectiveness through partnerships, thereby 

having a greater impact through their 
programs, projects or initiatives. a partnership 
that seeks to improve effectiveness may 
share resources or information in such a  
way that contributions from one stakeholder 
benefit the business of another, and vice 
versa. alternatively, stakeholders in a 
partnership might align their goals. For 
example, a service may develop a partnership 
with a research organisation; the service may 
collect valuable primary data for the research 
organisation and the research organisation in 
turn may provide analysis and thought 
leadership to guide service delivery and 
product design. this may not achieve costs 
savings, but will increase the effectiveness  
or value of both partners’ outputs. 

What this means is that for some 
organisations partnerships may provide 
opportunities to access resources that would 
not otherwise be available to them. others 
may find opportunities to achieve through 
programs and projects that may not  
be possible without the support from  
other organisations. partnerships allow 
organisations to initiate new ventures  
that require multiple perspectives, ways  
of working or specialist skills from across  
the sector and provide a holistic or multi-
functional approach to service or product 
design. moreover, for socially-minded 
organisations, the greatest value to gain  
from a partnership is the positive impact  
that coordination can have on addressing 
complex community needs, which require  
the perspective of multiple stakeholders  
in order to provide sustainable solutions. 

Coordination can be achieved through 
various strategies of networking, cooperation 
and collaboration. often, strategic 
partnerships and alliances are comprised  
of combinations of these strategies. every 
partnership is unique. networking within  
the sector largely pertains to information 
networking, characterised by short-term, 
informal relationships to facilitate the 
exchange of information. Cooperation occurs 
when stakeholders agree upon shared goals 
and work toward achieving them. the sum of 
their efforts achieves greater value than the 

efforts of any one stakeholder. However, 
stakeholders retain their autonomy over the 
way they set out to achieve this and allocate 
their resources. Collaboration differs from 
cooperation as, in addition to agreeing upon 
shared goals, decision making is also shared. 
it is the most intensive strategy and, when 
successful, has the greatest potential for 
value creation. 

there are many types of partnerships and 
different terms used to refer to them. ‘Joint 
venture’ describes a partnership between two 
or more stakeholders that initiate a shared 
project or venture. ‘Consortium’ is often used 
to describe a partnership with three or more 
stakeholders. ‘information hubs’ often pertain 
to formalised information networks that act 
as clearing houses. there is no one type of 
partnership that is suitable for everyone at  
all times. every partnership is different due  
to the particular needs of the stakeholders 
involved and resources available. 

regardless of whatever term is used to 
describe these relationships or the strategies 
adopted, partnership requires particular 
conditions, resources and capabilities to  
be successful. it is a compromise between 
stakeholders, struck because all parties 
recognise a win-win situation. a shift in this 
may result in one party gaining more at the 
expense of others. an understanding of good 
governance as well as the conditions set  
by partnering organisations, such as lead 
agency, is critical to sustaining these 
relationships. it is important that governance 
structures support the partnership and do  
not work against the spirit or practice of 
networking, cooperation or collaboration. 

the key to partnership success is finding a 
common ground and trusting that partners 
will not act opportunistically at the expense 
of the accord. this is facilitated through open 
communication, equity and willingness to 
maintain the relationship. When stakeholders 
are able and ready to do this, the potential 
for innovation, creativity and shared learning 
is limited only by the extent of stakeholders’ 
imagination and investment. 

For mental health professionals working in larger metropolitan centres, 
it’s hard to imagine the remoteness of Western australia’s pilbara and 
Kimberley regions. dirt roads, often impassable during the wet season, 
the shear vastness of space, the travel time from one town to the next. 
add to that cross-cultural issues associated with working with aboriginal 
and torres Strait islander (atSi) communities plus a high incidence of 
comorbidities such as alcohol and drug issues and you will begin to get 
a picture of life for mental health carers in the pilbara and Kimberley.

Frontier Services – the major provider of aged care, health and community 
services, and pastoral support to people in outback australia – applied  
for funds for four projects under round two of the national respite 
development Fund component of the mental Health respite program  
and were successful with all applications. one of these applications  
was to develop the Kimberley mental Health respite Service.

Supporting  
carers in remote  
Western australia

intervieW WitH nIna BoyDEll By MaTT DavIES
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Scoping the project

Frontier Services applied to establish a 
much-needed indigenous carer respite 
service in the West Kimberley. the region 
had a clear and significant unmet need for 
respite for carers of people with mental 
illness. Where a service did exist, carers  
were often anxious about leaving the care 
recipient; due to high staff turnover in the 
region, the staff were rarely familiar to  
carers or care recipients. 

in designing the service model, nina Boydell, 
regional manager for Frontier Services in 
Western australia, said they were very 
conscious of developing a model around the 
needs of the specific area and not trying to 
apply a ‘one-size-fits-all’ approach. ‘We didn’t 
have a model ready to go, we wanted to find 
out what people wanted,’ she said.  

Frontier Services engaged a specialist 
indigenous consultancy to scope the  
project. the consultant was chosen for  
her knowledge of respite in the Kimberley, 
and for her high-level skills in conducting 
consultation work with aboriginal people. 

While carrying out the consultations the 
consultant was conscious of previous 
research work that had been conducted  
in the West Kimberley to explore issues  
of respite for carers. Carers commonly 
mentioned they had been consulted before 
about services that were promised but never 
delivered. But, because Frontier Services had 
been successful in their funding application, 
stakeholders were assured that once an 
appropriate model was developed a service 
would eventuate.

While scoping the project, nina (who is 
based in perth) was struck by how difficult  
it is for carers in the Kimberley. ‘people are 
so isolated, there’s no support. it’s like  
they’ve been forgotten about.’ 

The service need

although it is impossible to ascertain the 
exact number of people with a mental illness 
living in the region, discussions with local 

mental health workers and the community 
health nurse indicated significant numbers  
of people with schizophrenia, severe 
depression, personality disorders and 
drug-induced psychoses (possibly in the 
hundreds) across the Fitzroy valley, a target 
area in the region. there is also a small 
number of people with bipolar disorder. 
people suffering from intergenerational 
trauma and post-traumatic stress disorder 
are many, causing high levels of self-harm 
while intoxicated, sometimes leading to 
antisocial behaviour. in addition, there are 
young people with an intellectual disability 
arising from foetal alcohol syndrome. For 
many, poverty is a serious underlying issue.

the lack of information about available 
respite services was a major stumbling  
block for those consulted. many carers  
were often not aware of existing local 
services offering respite and, in particular, 
mental-health-specific services. there  
was often misunderstanding about the  
role of mental health services, Home and 
Community Care services and other  
support agencies. 

For those who did know about available 
respite, the scoping project uncovered a 
general feeling among carers that it did  
not meet their needs. there was little 
understanding of the range of respite options 
that could be available (such as short-term 
overnight respite and mobile respite). many 
carers interpreted respite as spending time  
in an aged care facility or in local hospitals. 
Where there were respite services available, 
they were usually only provided monday to 
Friday. many families reported wanting to 
take the care recipient out on weekends or 
wanting a break from caring on weekends. 

a lack of coordination between respite 
agencies was another issue. Service 
providers stressed the need for a  
coordinated approach to the sector and for 
respite services to be holistic in their service 
delivery. lack of transport also contributed  
to the problem, particularly given the long 
distances between services and where 
potential users live. 

Finally, there was – and still is – a stigma 
attached to mental illness among indigenous 
communities that meant many carers didn’t 
report their need for respite. anecdotal 
evidence suggests there are carers of people 
with a mental illness who themselves may 
have an undiagnosed mental illness.

Developing the service model

it was decided that the service – given that  
it was to be in the Kimberley region and in  
a remote town – would need to be staffed 
almost entirely by aboriginal people.  

‘Getting people to trust us so they will 
approach the service for support is our 
number one priority. Employing Aboriginal 
people works really well. It makes a huge 
difference.’  – Nina Boydell

Community participation was a key 
consideration in planning. aboriginal 
involvement had to be a part of all planning 
stages and decision making shared equally 
between all partners. the service had to be 
accessible in relation to physical and cultural 
needs; the people involved had to be 
culturally competent. 

partnerships, which range from local informal 
working arrangements to those covered by 
national, formalised agreements, were 
essential to all aspects of service delivery. 
using a community development approach 
that enabled individuals and communities to 
participate more fully in their own care and  
in decisions that affect them was important, 
as was having mechanisms in place for 
adequate resourcing, appropriate governance 
and management structures (including local 
control of service delivery), evaluation, 
ongoing workforce training, appropriate 
documentation to retain corporate 
knowledge, appropriate performance 
indicators and quality control measures. 
these were all important factors to ensure 
the project was sustainable. 

. 

Choosing the location

after meeting with service providers in  
the three main West Kimberley centres of 
Broome, derby and Fitzroy Crossing, it was 
decided to locate the new service in Fitzroy 
Crossing. there are over 40 communities in 
the Fitzroy valley, and Fitzroy Crossing is the 
service centre for these communities. the 
Fitzroy valley includes communities located 
approximately 150 km to the east (yiyili 
Community) and approximately 130 km to 
the west (nookanbah Community). 

the fact that there are already respite 
services based in Broome and derby heavily 
influenced the decision to locate the new 
service in Fitzroy Crossing. it was clear from 
the consultation that families in the Fitzroy 
valley were finding it difficult to access 
Broome- and derby-based services due to 
language, transport, distance and poor 
access to technology to assist 
communication. Service providers reported 
finding it challenging to develop relationships 
with families due to these factors as well. 
there was a desire among agencies 
operating in Fitzroy Crossing to develop a 
service that would work collaboratively with 
all the community care agencies operating in 
the town and across the Fitzroy valley region. 

Staffing issues

in addition to considering the needs for 
respite for the carers, the consultation team 
spoke to a number of people who live in  
the Fitzroy valley who expressed interest in 
working for a respite service based in Fitzroy 
Crossing. apart from being committed to 
living in the area for the long term, these 
people have vast experience of the 
community care sector, good connections 
with families of people who would be eligible 
for this service, are well known throughout 
the valley and have strong cultural 
connections in the area. 

a coordinator, a person from Fitzroy Crossing 
and with many years’ experience in the aged 
and community care sector, was employed. 
But when it came to employing community 
support workers, suitable people were hard 

to come by. Staff shortages and an absence 
of a coordinated recruitment, training, 
development and employment strategy in  
the region for community support workers 
contributed to the issue. there is a very  
small pool of willing and able people and 
local housing is relatively expensive to rent.

poor wages in the community care sector 
and competition from other sectors, such  
as government departments or the mining 
industry, resulted in low numbers applying  
to become carer support workers. 

‘We really wanted to employ local people,’ 
says nina. ‘the roles have great benefits, but 
it’s hard to sell those benefits to people when 
they are competing against the prospect of 
more money elsewhere. Workers can earn 
two and half or three times more working  
[as domestic staff] in the mines.’

recruiting and retaining suitably qualified 
and experienced service managers was  
also difficult. Fitzroy Crossing is isolated,  
with limited services and a high level of 
poverty and disadvantage. For those 
managers – in some cases relatively 
inexperienced – who move to the area from 
outside seeking career progression, the 
challenges of living in such a centre often 
result in them leaving after a short period. 
However, there are local people who have 
many years of experience working in the 
sector, some of whom have good managerial 
skills and others, who with good support  
and appropriate training, could become 
competent and effective service managers.

The result

despite all these challenges, Frontier 
Services have now established a town-based 
service in Fitzroy Crossing, which is serving 
the needs of carers in the Fitzroy valley. 
Known locally as the ‘Fitzroy valley respite 
Service’, it is available to the 46 communities 
living in the Fitzroy valley.

Set up in a community hall near the 
aboriginal resource Centre, respite  
options are flexible and include: day respite, 
activities-based respite such as river  

trips and art classe, community camps,  
and overnight respite. the service also runs 
night-time activities for the community such 
as movie nights and discos.

the service is staffed by a coordinator and 
community care workers (CCWs). in addition 
to providing respite for carers of people with 
mental illness through the Fitzroy valley 
respite Service, the plan is to broker the 
CCWs to other agencies within the Fitzroy 
valley that have slightly different service 
provision needs but need to employ staff  
in a caring role. 

CCWs are employed on a permanent 
full-time, permanent part-time or casual basis 
depending on service demand and what suits 
the CCW. training is an important part of the 
employment conditions and it is anticipated 
that CCWs will complete, as a minimum, their 
Certificate iii in, for example, personal care 
assistant or mental health worker. in addition, 
CCWs are expected to complete such 
courses as mental health first aid, driver 
training and manual handling. 

arrangements are made to ensure there  
are workers available to provide respite for 
carers over several days in a row, for 
example, by going on camping trips  
over two or three days.

ongoing challenges

establishing health and community  
care programs in remote areas is always 
challenging and coordinating service 
planning and management with other 
providers can be difficult. given the relatively 
high turnover of staff in the sector, and that 
services working within the sector are often 
located in different centres, it has at times 
been difficult to coordinate service planning. 
the regional manager for the service in 
Fitzroy Crossing provides supervision to the 
coordinator from perth by phone and email 
and visits regularly – particularly in these 
early stages of establishing the service. 

improving awareness and access to services 
is an ongoing issue. employing all aboriginal 
staff goes part way to overcoming the 
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cultural issues but good communication 
within remote areas is critical, but difficult. 
the communication and information 
technology sector tends to offer a generally 
low standard of customer service. the main 
telephone provider, is often slow to respond 
and from time to time communication to the 
region is cut due to poor weather.

‘Apart from the problems of distance and 
remoteness, which comes with the territory, 
helping Aboriginal people to understand 
what respite is, that they have a right to it 
and opportunity to say what they want is  
a challenge.’ – Nina Boydell

the Fitzroy valley respite Service is  
working hard to minimise paperwork for 
clients. Bureaucratic barriers always exist  
in community services that often require 
detailed and complicated reporting that is 
sometimes difficult for people to manage.  
at the Fitzroy valley respite Service a 
coordinator works sensitively with staff to 
manage the paperwork required, hoping to 
eliminate this issue and, ideally, ensure staff 
are not frustrated in their work, which often 
results in them leaving. 

a common problem facing some smaller 
organisations attempting to work in Fitzroy 
Crossing is that a significant proportion of 
resources is allocated to staff wages, and 
then agency costs take up a considerable 
proportion after that, thereby leaving only 
limited resources for service delivery. By 
combining resources, some economies of 
scale are being developed; ‘doubling up’ will 
be reduced and more resources can be 
allocated to service delivery. 

 

Pilbara Respite Service 
Frontier Services were also awarded 
funding to establish the Pilbara Respite 
Service. Two organisations, Kimberley  
Aged Care Services and Pilbara 
Community Aged Care Services, had 
developed reports some months before that 
identified carer needs in the region; Frontier 
Services used those as a guide to develop 
the service model for the new service.   
 
Frontier Services employed a trainer in  
July 2009 to help existing support workers 
to expand their expertise in the field of 
mental health. Many carers of people with  
a mental illness already had well-developed 
skills so the project aims to develop a 
recruitment and employment strategy for 
Aboriginal people living in remote areas, 
such that the communities will be able to 
manage their own respite needs. It is 
intended to train several people in each 
community.

Kununurra Respite Service 
Frontier Services set up the relatively small 
Kununurra Respite Service in July 2009. 
They had an existing service in the area but 
it did not cover mental health. The manager 
at that service identified a need for general 
mental health emergency respite, for those 
times when their usual carer was not 
available. In many cases, the only other 
alternative for the care recipients was 
sleeping rough. 

Pilbara Mental Health  
Mobile Respite Service 
Based on an existing service model,  
the Pilbara Mental Health Mobile Respite 
Service began in August 2008 and has 
established a number of carers as clients. 
The service is developing well with 
experienced staff who work throughout 
large towns and remote communities in  
the region. The service offers home respite, 
as well as a taking Aboriginal people out 
camping, doing artwork out bush, and 
organising fishing trips.  
 
The service also provides assistance  
with transport, particularly from remote 
communities to larger centres. 

South Coast medical Service aboriginal Corperation (SCmSaC) is 
leading a project to establish two ‘healing houses’ that will provide 
respite for local aboriginal carers in new South Wales’s nowra region.

SCmSaC is a trusted aboriginal community-controlled health organisation 
that has been offering a range of medical, family, community care and 
regional health services to aboriginal communities in the City of 
Shoalhaven since 1983.

using funding from the mental Health respite program, SCmSaC will  
set up projects in three areas: two gender-specific healing houses in the 
nowra region; ongoing training to aboriginal family coordination workers; 
and improving access to services and transport for service users.

intervieW WitH annE gREEnaWay By MaTT DavIES

Providing respite in a 
healing environment
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anne greenaway, Chief executive officer  
of South Coast medical Service aboriginal 
Corperation, says although some community 
members access mainstream mental health 
services, the majority don’t, often due to 
historically based trust issues. 

‘Feedback from the communities has  
found that the language used in mainstream 
services is often confusing, overwhelming 
and sometimes misinterpreted. the services 
and procedures are often complex and 
alienate aboriginal users.’ 

With these constraints in mind, the  
SCmSaC project aims to use the healing 
house model as a platform to help 
mainstream mental health and respite 
organisations build links with the aboriginal 
community while engaging aboriginal users 
in the concept of respite.

The healing house model

SCmSaC has partnered with local providers 
oolong House and Waminda South Coast 
Women’s Health & Welfare aboriginal Corp to 
set up two healing houses in nowra, offering a 
culturally appropriate solution to the mental 
health respite needs of the local aboriginal 
community. Healing houses provide short-term 
accommodation and support for aboriginal 
carers of people with a mental illness. they 

offer respite to the carer and, in some 
instances, provide accommodation for the  
care recipient to give the carers a reprieve.

Staff at the houses will provide day programs 
based on the needs of the individual users. ‘it 
may mean setting up an art and craft workshop 
or simply having a cuppa, allowing time to 
reflect, share stories and offer each other 
support,’ says anne.

day programs and activities offered by 
mainstream organisations will provide an 
opportunity for workers to become known and 
trusted in a neutral environment.

two healing houses will be set up in the region: 
one for men and one for women. oolong 
House will operate the house for men and 
Waminda will run the women’s house. oolong 
House currently operates a 16-week program 
for aboriginal men affected by alcohol and 
other drugs.  Waminda offers health services 
for aboriginal woman affected by domestic 
violence, mental health issues, alcohol and 
drugs and those in other highly vulnerable 
situations.  Carers nSW has also partnered 
with the group and will provide carer training 
and education. informal support from the case 
management organisation illaroo aboriginal 
Corporation will also enhance the project.

 

the support of the national respite 
development Fund will cover the cost of rent 
and to set up the houses appropriately. each 
house will have a number of workers plus a 
coordinator and a project manager.  the funds 
will also assist with providing camps and 
buying-in extra care for an individual or group 
as required.

Short-term respite accommodation

Short-term respite care for up to seven 
aboriginal people with a mental illness will  
be provided through the houses at one time. 
the facilities will be used as step up/step  
down facilities to support carers who require 
emergency respite and to support early 
intervention. For overnight care it is culturally 
imperative to provide gender-specific services. 
the Waminda house will support up to four 
women while the oolong-operated facility will 
care for up to three men. respite will be from 
one night up to three months, although most 
stays will be for only a few nights. the houses 
will provide meals, cleaning and support for  
the residents in a warm and welcoming  
cottage atmosphere.

each house will be hosted by a local 
aboriginal person. the host will have  
access to on-call support from a paid worker 
if a crisis occurs. each house will also be 
supported by a full-time respite care  

The service need 
research indicates that aboriginal people are more than twice  
as likely to experience mental illness than the general australian 
population. in illawarra and nowra, where ‘mainstream’ health 
services are prominent among a large aboriginal population, the 
need was particularly high for a culturally appropriate and secure 
mental health respite program.

worker who will: manage the house,  
organise intake, assessment and through 
care, provide support to residents and carers, 
and arrange or broker evening and weekend 
activities. this arrangement provides 
culturally appropriate, low-stigma, cost-
effective, round-the-clock support.  

Day programs 

the healing houses will offer day programs 
between 10am and 3pm four days a week. 
day programs will provide a program for care 
recipients that is fun, creative, supervised, 
culturally appropriate and healing, and one 
that gives carers a break from the burden  
of daily care. they will also support the 
wellbeing of carers, provide peer networks, 
and deliver mental health information and 
advocacy in a low-stigma, informal,  
aboriginal setting.

a program coordinator will advertise  
a schedule of day programs available  
through the healing house. on-site  
programs will include sub-contracted 
services such as yoga, massage or cooking 
classes, with other services delivered by 
partner organisations including carer 
education, smoking cessation, mental health 
first aid, counselling and healthy mind/body/
spirit groups. activities organised by the 
programs coordinator will include fishing, 
walking and elders’ lunches and additional 
visiting services will be negotiated with other 
providers such as Centrelink, adult education 
and mental health organisations.

anne says choice is the most important 
aspect of the day programs. ‘We won’t  
force anything on anybody. We’ll offer the 
education component and if people want  
to take part, it’s up to them.’ 

Some carers or care recipients will attend 
weekly support groups, programs and 
activities; others may attend for individual 
services such as massage, counselling or 
advocacy. Some may drop in every now and 
again for a chat, to see friends, network,  
gain information, or to have a free lunch.

Carer camps

the healing houses will offer up to three carer 
camps a year. the camps, run by Carers nSW, 
will offer a culturally appropriate and fun way  
of providing a break, nurturing, peer support, 
links to providers and carer education. 

the healing houses will accommodate the care 
recipients while the carers attend the camps.

Capacity building for aboriginal  
family coordination workers

the second aspect of the SCmSaC  
project will provide training for aboriginal 
family coordination workers.  all full-time  
and part-time permanent staff will be 
supported to build relationships within 
aboriginal communities and with individual 
families. Based at the healing houses,  
these outreach staff will be responsible  
for community relations, engaging families, 
case assessment and management, 
brokering existing services and advocacy. 

this component of the project will begin 
once the coordinator is employed and  
settled in their role. Staff will be hired for 
each house and they will be offered ongoing 
skills development following their initial 
training. the coordinator will oversee the 
training program, which will be delivered  
by local, specialist providers.

Transport 

lack of transport is a major barrier to 
accessing services. as part of this project, 
SCmSaC will develop a process to ensure 
the right vehicle is available for the right 
transport need. the service currently has 
access to various vehicles such as a tarago 
and a 12-seater bus that transport carers  
to day programs and other external activities. 
But coordinating access to these vehicles 
has been a significant issue in the past.  
With the support of the national respite 
development Fund, the project will set up  
a process that ensures the right vehicle is 
available at the right time for the right use.  

overcoming barriers

respite is not a concept that is inculcated in 
the aboriginal culture. if someone is ill, it’s 
considered as the family’s responsibility to 
look after them, and that includes mental 
illness. aboriginal people don’t see 
themselves as carers, but as fulfilling their 
familial responsibility.  this results in many 
carers remaining hidden and not accessing 
external support. it is an issue across all 
carers, but is particularly relevant in 
aboriginal communities who often have to 
overcome long-held trust issues and 
difficulties understanding the structure of 
mainstream services. the healing houses 
hope to address these issues by promoting 
the services through outreach, community-
based education and engagement, advocacy 
and a stepping-stone approach to bridge the 
gap between aboriginal carers and service 
providers.

SCmSaC already have a head start in this 
area. they have long-established links with 
the local aboriginal communities and have 
built trust. anne says the amS is in the 
perfect position to encourage carers to use 
the service. ‘Building links with the local 
community is something we already do, and  
i believe we do it well, but we need to train 
more workers to build skills in that area.’ 

anne notes that privacy is sometimes an 
issue as well. ‘if a family member works  
here in the service, sometimes their family 
members are reluctant to come because  
they don’t want their families to know 
something is wrong, we respect that privacy.’

SCmSaC has spent the first six months of 
the project planning. the model is in place 
but the biggest issue they face is finding 
suitable houses. they ideally need two 
four-bedroom houses – three rooms two 
provide respite and one for the full-time 
caretaker to live in. 

they hope to be up and running by early 2010.
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Since 1995 the Queensland program of assistance to Survivors  
of torture and trauma (QpaStt) has provided flexible and culturally 
sensitive services to promote the health and wellbeing of people  
who have been tortured or who have suffered refugee related  
trauma prior to migrating to australia.

QpaStt provides free and confidential services to adults, young people, 
children and families in the form of counselling, advocacy, group work, 
psycho-education, information sessions, recreational programs and 
natural therapies. direct services to clients are coupled with referral, 
training and education roles aimed at developing and strengthening  
the resources of various communities and service providers.

valerie eden

CalD respite 

QpaStt is the lead agency in a new 
Queensland project called Respite for 
Emerging Communities in Cultural 
Transition, or RESP-ECCT, which aims 
to determine what respite might entail  
for people from Cald backgrounds who 
care for someone with a mental illness.  
three other consortia partners are involved  
in the project with QpaStt: Communify, 
Bayside Community options (BCo), and  
the multicultural development association 
(mda). the project is supported by a 
research team from griffith university,  
who have been involved in designing  
and implementing a built-in evaluation 
component. as part of this process the 
research team will use the information  
and data collected throughout the project  
to articulate and evaluate strategies and 
models for working that are developed  
as a result of the venture, and the outcomes  
of these for different communities. 

one of the goals of the project is to  
increase sector capacity, knowledge,  
and confidence in referring to respite 
activities and services. griffith university  
is measuring this by conducting pre and  
post surveys and interviews with staff in  
each of the consortia agencies. 

the RESP-ECCT project will work with 
assumptions and the limited literature 
available in relation to barriers to accessing 
support for carers in Cald communities.  
at this stage, assumed barriers include 
language, stigma, cultural beliefs around 
caring for family, difficulty accessing respite 
services, and perceived inappropriateness  
of the current range of respite activities.  
the RESP-ECCT project aims to identify 
and unpick some of these barriers and to 
eliminate them by building sector capacity 
around cultural competency, working with 
interpreters and developing inclusive and 
collaborative practices. one of the ways this 
is being addressed is by providing bicultural 
workers to attend activities with the carer 
and by building the self-efficacy of clients  
by empowering them to eventually attend 
activities without this support. it is probable 
that the ideal respite situation will vary 
immensely between communities and within 
families. this may involve the care recipient 
attending an activity to give the carer time  
at home, whilst in other instances, it may be 
the carer who is the service recipient, or it 
may be the entire family. the key for the 
RESP-ECCT project team is that respite 
is flexible and that it enhances the carer’s 
ability to care. as such the project aims to 

shift away from a prescriptive approach,  
to one which explores and utilises cultural 
strengths, values and beliefs around the 
caring role; using language that is more 
respectful, constructive and appropriate. 

Whilst the project will accept referrals  
for any Cald person who is the carer of 
someone with a mental illness, three specific 
communities have been targeted to elicit a 
richness of information. Communify will focus 
on the Sudanese community, mda on middle 
eastern Communities with a particular focus 
on the afghani population, and Bayside 
Community options have elected to 
concentrate on the pacific island 
communities. these communities were 
identified by QpaStt and Queensland 
transcultural mental Health as being isolated 
due to language and cultural barriers. many 
in these communities only access support  
as a last resort when in crisis, so a significant 
outcome of the RESP-ECCT project will 
be to build the capacity of these groups  
to reduce isolation, complement existing 
strategies and strengths, increase social 
support and to access mainstream and  
other services confidently when required. 

a large focus of QpaStt’s work is engaging with the 
representatives of up to 49 different ethnic groups in Queensland 
to ensure a constant flow of information and communication.  
Staff learn cultural norms by meeting with community leaders and 
through them gain access to established structures and support 
networks. Culturally appropriate and relevant programs are then 
devised. the key according to QpaStt is to keep the solutions 
local, sustainable and collective. 
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respite for carers of people with mental health issues is a highly 
complex area. When the carers and/or those they care for are  
from a culturally and linguistically diverse (Cald) background,  
these complexities can be multiplied.

Communify Queensland is a multiservice organisation serving the 
communities of the inner north and the inner western suburbs of 
Brisbane. it focuses on the welfare and wellbeing of those who  
are experiencing disadvantage and vulnerability as well as  
providing generalist services to the broader community.

Communify has two mental health services - a personal Helpers and 
mentors program; and a Home and Community Care service, which 
provides practical support in areas such as domestic assistance, 
transport and social support.

Karen dare 

Working towards 
respite with the  
CalD community

all of Communify’s activities take a  
strength-based approach and work towards 
recovery and work with a recovery focus  
and within a client-centered framework.  
it is all about giving people the support  
they need to achieve the best quality of  
life. this may come through developing 
friendships, accessing meaningful activities, 
promoting good family relations, achieving 
physical wellness, managing household 
responsibilities, accessing training  
and employment and securing safe 
affordable housing.

Communify’s client base includes Cald 
people who fall into two major groups.

the first group comprises people who 
migrated to australia post Second World  
War from places such as italy, greece and 
east european region. the second group are 
people who have arrived more recently under 
humanitarian programs or on temporary visas 
seeking asylum , predominantly from african 
nations but including ethnic minorities from 
Burma such as the rakhine and Karen.

there are already limited resources for 
families supporting someone living with  

an mental health illness. this is impacted  
by the additional challenge of working  
with families from Cald communities  
who struggle with the stigma, lack of 
understanding and language barriers 
surrounding the issues associated with 
mental illness. We focus on creating 
opportunities and pathways to increase 
people’s understanding and their capacity  
to connect with the services and the 
supports they need.

refugees provide a separate set of 
challenges as many people arriving in 
australia under humanitarian programs  
suffer from post-traumatic stress and  
a number of people are experiencing  
emotional distress at the point of relocation  
and resettlement. With strong settlement 
support, we believe some of this distress, 
which can result in a long-term mental  
illness, could be allayed.

We need to be careful and respectful about 
labeling behavior that in our western culture 
are identified as outside the norm. Some 
cultures believe that mental illness is caused 
by bad spirits. Some believe that the answer 
is to take off a hex or conduct a spiritual 

cleansing. Some families will attend to the 
basic needs of the person with a mental 
illnesses but will isolate that person from 
family life , due to fear and ignorance.  
We therefore need to develop new and 
innovative ways to engage and respond  
and adapt the health services Queensland 
Health currently offers.

our strategy is to go to communities, access 
community leaders, acknowledge and utilise  
the informal supports already provided by 
community members and partner with them to 
develop responsive respite and service options.

over the last ten years there has been a significant  
and targeted focus on destigmatising mental illness  
and depression. even then, our service still sees  
families suffering shock and denial when presented  
with mental illness. We support families to understand 
what is happening and to access appropriate medical  
and community supports.
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leanne Craze is a consultant working across fields including mental 
health, community services, housing, disability and criminal justice.  
She also has coaching certificates in cricket and soccer, and so  
implicitly understands the sporting cliché ‘no pain, no gain’.

as a member of the project Steering Committee and project Co-ordinator  
in the australian Capital territory (aCt) she is aware that major work has 
occurred in redressing structural issues. 

intervieW WitH DR lEannE CRaZE By MIChaEl WInKlER

Building capacity  
in community mental 
health family support 
and carer respite

‘it must never be forgotten that if you want 
something to go smoothly, if you want to get 
quick runs on the board, respite is the wrong 
topic. We now have a better national policy 
framework and funding guidelines. Just as 
importantly, it has helped community mental 
health organisations become active players 
in providing respite. there is a better 
understanding of what respite means in this 
context, and they are huge achievements.’

Surveying the national landscape,  
leanne is satisfied that the previous  
policy framework has been changed.  
She is delighted that numerous respite 
partnerships have been hammered out 
across australia, and thinks one indication  
of the magnitude of this achievement  
is the sheer number of services and  
agencies involved.

‘the previous policy framework was ill- 
fitting,’ she says. ‘it was suited to people  
with physical disabilities, physical frailty  
and dementia. this was a chance to get 
involved in partnerships to get relevant 
services on the ground for people with 
mental health issues and their carers.

‘in the mental health field, for carer respite  
to be accessed and effective, it usually needs 
something to be happening for the person 
with the illness at the same time. there are 
not a lot of services around – despite some 
claims to the contrary – with enough diversity 
of service provision and income streams to 
do it all on their own. that is where you need 
partnerships. mental health shouldn’t be a 
silo. Wherever necessary, a range of 
agencies should be engaged to look after 
the person with the mental illness. 

this includes things like drug and alcohol, 
living skills, employment, accommodation 
support. even big agencies can rarely help 
with all of those things, so you need linking 
up of services. 

‘this has to be cradle to grave. there are  
so many possible variations on what a caring 
unit might look like. is it a family with toddlers 
where the mother has mental health issues? 
is it young adults struggling to look after 
dad? the range of needs is extremely broad. 
this is a great thing about partnerships,  
that every partner brings in a variety of  
solid working relationships and networks  
as a matter of course. While partners  
might not necessarily provide services 
themselves they can use working 
relationships to obtain access.’

localised service delivery, while desirable, 
can provide difficulties. the biggest issues 
surround the quality of local services, 
whether they are relevant to the needs of  
the people being targeted, and whether they 
are accessible. one structural response to 
this that leanne recommends is regional 
networking. this would function at a level 
above local networking, and in turn feed  
into statewide and national networking.  
She is also enthusiastic about the idea of 
joint work permeating state and territory 
boundaries in remote areas, such as the vast 
aboriginal homelands around the conjunction 
of the South australian, West australian and 
northern territory borders. ‘there is a lot  
of sense in working across borders in that 
region, as well as with new South Wales and 
the australian Capital territory. apart from 
the work that can be done on the ground 
when jurisdictions work together, it also 
sends a message about the importance of 
networking. ‘

leanne worked on a model for the aCt 
which did not secure funding, but she 
remains proud of the background work which 
brought together six partners with different 
and complementary experiences in service 
delivery: Woden Community Services, 

tandem, adFaCt, inanna, mental Health 
Foundation of the aCt, Communities  
@ Work. it was an attempt to achieve 
synchronisation of service delivery and 
ensure the needs of people with mental 
illness, their families and other carers were 
met. ‘the concept was to set up a system of 
working together that would include common 
intake. after that a case manager would work 
with the family, coordinating the partners and 
working out what was needed from other 
services. it was building the capacity of what 
was already there, and where necessary 
looking for where new service options  
were needed.’

designing the aCt model indicated that 
while identifying gaps is important, so is 
identifying the strength and capacity of 
existing services.

‘there are some gems of 
programs out there, but they 
have to be joined up and people 
have to know about them.’ it is 
not easy work, but no-one ever 
pretended it was – and the 
potential gains make it  
highly worthwhile. 
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no single word sums up Broken Hill better than ‘isolation’. this town of 
around 20 000 people is more than 1000 kilometres from Sydney and  
500 kilometres from adelaide. it sits in new South Wales but close enough 
to the South australian border to operate on South australian time. 

isolation is also a feeling all too familiar for consumers of mental health 
services and their carers. they often feel isolated from their community, 
from services freely available to others, and even from family members.  

With the richmond Fellowship as the lead agency, and partners 
Salvation army, Carers nSW, greater Western area Health Service  
and Commonwealth Carelink and respite Centre, through its funding 
under the mental Health respite program, this partnership has looked  
at the existing services within their community and examined how they 
can build sustainable programs onto these. they have taken a three 
prong approach – workforce development; meaningful consumer 
recovery program development and extension of the Family and  
Carers event Calendar. 

intervieW WitH Tanya ClIfTon By nIColaS BRaSCh

Ending the isolation

a lot of the other options that organisations 
got funding for, such as setting up respite 
houses, just weren’t practical for our 
community. one reason is we have a lot of 
workforce issues - it’s hard to get people 
interested to work in mental health here  
and it’s hard to sustain that workforce.  
two, we realised early on in planning that  
to make things sustainable for us, we had  
to build on what we already had in place.’

What the community already had in place 
was a Family and Carers event Calendar  
that provided carers with activities from  
their often draining caring duties. among the 
available activities were writing workshops 
with authors and multi-arts programs such  
as drawing, monoprinting and digital 
photography. information sessions and 
morning teas were also part of the Calendar. 
the funding from the australian government 
gave the partnership the opportunity  
to expand their offerings and explore  
new pathways. 

But the partnership wanted to do more than 
just expand the activities available to carers. 
So they are working with and partnering  
with other agencies providing mental health 
services in Broken Hill, as well as community 

groups, to help make a more intense, lasting 
difference to the town’s consumers of mental 
health services, their carers and other  
family members. 

one initiative that has taken place under  
the funding was designed to circumvent the 
problem of a shortage of trained personnel.  
it is all very well to offer carers respite but 
there needs to be someone, with the right 
level of knowledge, to take over their 
responsibilities. according to tanya,  
‘the Commonwealth Carelink and respite 
Centre (CCrC), who actually broker funding 
for respite, quite often wouldn’t have staff  
or might not be able to find staff that could 
work on a 24-hour roster for example. So 
what we’re doing, with richmond Fellowship 
as a lead agency, is training up a pool of  
their workers who already work part-time,  
as well as some new workers, so that they 
understand the needs of the consumers. By 
training up a pool, the CCrC can brokerage 
staff from richmond Fellowship at times 
when they need to.’ the partnership has 
established training links with the university 
of Sydney’s department of rural Health, 
based in Broken Hill. 

the partnership was also aware that while 
the activities they supported through their 
Calendar directly helped carers, there were 
not enough meaningful activities available  
for the people with mental health issues. 
Knowing that the Salvation army in Broken 
Hill ran a disability-focussed life skills 
program, they have been working with the 
Salvation army to develop programs for 
people with mental illness, with the aim of 
ensuring as many of the activities as possible 
are meaningful and focussed on recovery.  
tanya points out that as a result of these 
efforts, the Salvation army will offer a series 
of programs over the next couple of years, 
which will allow consumers of mental health 
services to attend these programs, while 
allowing the carers the opportunity to have 
some time out or attend activities that are  
on the Family and Carer event Calendar.’ 

one of the main benefits of this program  
has been the consolidation of relationships 
between the providers of mental health 
services in the area. these relationships had 
previously ranged from tentative, at one end 
of the scale, to extremely meaningful at the 
other end. now, as tanya says with delight,  
‘a lot of doors have been opened, and a lot  
of communication pathways. it’s created 

in choosing to build onto existing services, rather than follow more 
traditional respite options, the partnership took into consideration 
the circumstances that living and working in Broken Hill provides. 
they were also very keen to ensure that whatever they set up was 
sustainable in the long term. as tanya Clifton, from the remote 
Family & Carer mental Health program, greater Western area 
Health Service, explains, ‘because we’re so isolated and remote, 
our focus was on making things sustainable.
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some really positive working relationships.  
it’s created a whole depth of knowledge 
about other people’s services where 
previously we all stood very much alone  
and our paths only crossed randomly.’ tanya 
can see the long-term benefits. ‘We now 
have in place a forum to come together,  
to pool our knowledge, our resources,  
our background in the industry.’

the feedback from the carers has been 
equally positive as that from the service 
providers. promises from government 
agencies and departments are as common 
as red dirt in rural communities. tanya says 
the partnership was careful from the outset, 
‘not to promise stuff that may never be 
delivered. in the city, an organisation like ours 
is fairly anonymous, but not here. We’re part 
of a small community. So we consulted 
widely with local carers and all the agencies. 
We were also mindful not to bite off more 
than we could actually chew and to make 
sure that we were able to provide something 
that was deliverable and that would have a 
huge chance of being sustainable. So far, we 
have achieved everything we set out to do.’

those living and working in a big city may 
imagine that technology and infrastructure 
would be the biggest stumbling blocks in 
establishing lasting mental health services  
in a rural community. not so, says tanya. 
‘We’ve got pretty good infrastructure and 
communication.’ However, the remote 
environment did mean that some of the 
people involved in discussions, particularly 
early in the process, did not have the 
authority to make immediate or quick 
decisions. they had to refer matters back to 
their managers in other locations. and some 
of the representatives were not based in 
Broken Hill, instead having to make their way 
to and from centres like dubbo and orange. 
‘ideally,’ says tanya, ‘you would always have 
the right representative from each 
organisation at each meeting – people who 
have some ability to be able to make simple 
decisions quickly, or at least have a direct line 
to high level management.’  

in trying to pin down one aspect of the 
project that she is most proud of, tanya is 
quick to respond. ‘it’s the way all the services 
have pulled together and are committed. it’s 
the partnerships that have been built and  
the relationships that have resulted. ‘

tanya and her colleagues have come  
a long way in fulfilling their dream of ending 
the isolation and stigma that mental health 
sufferers, carers and other family members 
suffer in rural communities. But there is still  
a way to go. the elimination of duplicated 
services is one way to stretch the limited 
funding available to the agencies, and it is 
the next area that tanya plans to attack. 

‘instead of one service setting 
up something to run, we’re 
saying let’s pool our resources 
and bring in everybody to the 
one program or the event that’s 
happening. let’s not have five 
different morning teas for all 
our organisations every month, 
we’ll just have one. let’s run  
a single day program in, say, 
self-esteem or something 
similar. let’s not have three 
different organisations trying to 
run one, let’s use the one, and 
then other organisations can 
pay a participation fee, which 
will sustain the program.’ and 
that’s the key - establishing and 
developing sustainable services 
that will end the feeling of 
isolation, for all concerned.

 

one of the most exciting things that has emerged from the many  
funded carer respite programs that have sprung up across the country 
has been the establishment and development of relationships between 
key agencies. most of the projects have gone ahead because two or 
more agencies have willingly combined resources and knowledge in 
order to give the projects the maximum chance of success.

one project in south-west Sydney, known as the Haven project, in 
which angliCare is the lead agency, provides an outstanding example 
of what co-operation and understanding can lead to. instead of imposing 
an existing model or their own ideas on other agencies, angliCare 
arranged meetings between as many service providers as possible in 
order to share ideas and create a project that would meet two main 
criteria. these were: to fill a distinct need within the targeted communities 
and to make the most of the expertise of the relevant parties.

my-yen tran is the regional deputy manager for South West Sydney 
Community Care Centre, angliCare diocese of Sydney. She explains 
that even before her organisation received funding, they were aware of 
gaps in mental health services offered in Sydney’s south-west. ‘Having 
had a presence in the community sector of this region for more than five 
years, we knew there were gaps in delivering a flexible respite service to 
carers. many of the programs being delivered had limitations such as a 
limit of the hours of availability or fixed products. these services may not 
necessarily meet the needs of the carer or family as well as is necessary.’

intervieW WitH My-yEn TRan By nIColaS BRaSCh

Building from the 
bottom up
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the area within my-yen tran’s jurisdiction  
is populated by people from many different 
cultural backgrounds. understanding these 
cultures, and their specific needs, was a  
critical factor in deciding what type of program 
to introduce. my-yen tran gives an example.  
‘you may have a woman from a non-english 
speaking background who cares for their 
mother-in-law and at the same time cares  
for a son with a disability. She has to cook  
and do everything else under the one roof.  
it’s important that a program deliver services 
that suit her demands and schedule, not one 
that has set times and conditions. She also  
has to be able to access information in her  
first language.’ 

So with these factors in mind, angliCare 
went into the funding application process with 
a great deal of enthusiasm and optimism. 
my-yen tran explains how the process started. 
‘When we found out about the project, we 
thought, “great, this is an opportunity to help 
develop much-needed services”. We attended 
meetings with agencies in the region, which 
were about getting them to look into the 
opportunity of working together, and the 
opportunity of maximising resources in  
order to share future expansion.’

other topics raised and discussed in depth  
at these meetings included: identifying the  
pros and cons of working together in a 
partnership or a consortium format; the 
different ways in which partnerships can be 
structured; and the level of commitment and 
resources that each agency was able to 
provide – and in which areas. 

all of the stakeholders found that the time 
spent discussing issues around partnerships 
paid off in the long run. my-yen tran is keen to 
point out that this process only gave everyone 
an insight into the other organisations’ 
strengths. ‘in recognising each ones’ strength,’ 
she says, ‘we were able to structure a program 
that enabled every organisation to do what they 
do well. as such, we could focus on providing 
benefits to the carers, families and the 
community, and not become bogged down in 
internal politics and worrying about treading on 
each others’ turf.’ 

around 15 agencies attended the first 
meeting but not all committed to the process. 
this was not necessarily because they were 
not interested but rather because they did 
not have the available resources or did not 
have communication paths in place that 
enabled decisions to be made by senior 
management in time for the next monthly 
meeting. the drop in numbers was not 
necessarily a bad thing because it enabled  
the committed agencies to get to know each 
others’ strengths and weaknesses better. ‘By 
the third or fourth meeting,’ says my-yen tran, 
‘everyone present was willing to go all the 
way. By then we had learnt a lot about each 
organisation’s ability and from there we also 
identified each organisation’s expertise in 
certain areas.’ among the other partners in 
this program are the disability trust, BCd 
Community Care, macarthur disability 
Services and Community links, Wollondilly.

my-yen tran gives an example of how  
her organisation was able to help deliver 
services into a rural area using the model 
developed by the participating agencies. 
‘although angliCare is a large 
organisation, our office location and the 
breadth of what we do meant that it was not 
necessarily feasible or convenient to deliver 
services in and around macarthur, Wollondilly 
and Wingecarribee due to the fact that we 
did not have an office in the area at the time. 
But by partnering with a smaller organisation, 
in this case Community link, which is located 
in Wollondilly, which knows local issues  
and concerns, understands rural dynamics, 
and is closer to the community, we were  
able to establish a program that helped  
fill a particular gap in that community.’

the Haven project my-yen tran talks about  
has three main components: 

 » rural outreach community  
engagement and respite education

 » Carer specific wellness and recreational 
support, and 

 » Workforce development and capacity building 
for direct support mental health respite 
workers with a particular focus on cultural  
and linguistic diversification.

one of the key ingredients in the model is 
the training up and deployment of wellness 
officers. these officers go into a home, 
identify what the carers’ emotional or 
physical needs are, and look at other issues 
such as housing. one of the important roles 
of the wellness officers is to support the 
carer in time management to ensure that 
respite is undertaken. this addresses the 
widespread problem that many carers put 
their personal needs last and without support 
will not undertake the necessary rest periods. 
the wellness officers also help carers access 
appropriate care for the consumer while the 
carer undertakes wellness and recreational 
respite activities. 

a popular feature of the model is the  
ability for carers and their families to access 
holiday respite or at a discount rate. With the 
finances of many families strained to the 
limit, angliCare and the other partners 
have put in place a scheme whereby 
camping equipment can be used by families 
for up to a week for no charge. this enables 
the family to enjoy a break in a completely 
fresh environment. Camping is not the only 
option. Support is also provided in organising 
and booking self-nominated holidays, with 
assistance in accessing funds if necessary. 

this model is still in the early stages  
of implementation but it has been 
enthusiastically embraced by all involved: 
from the agencies to the carers and their 
families. there’s no doubt that a great deal  
of this positive reaction is a result of all of 
the partners taking the time to understand 
each other, be willing to cede responsibility  
to others with more experience in particular 
areas, and keeping the focus on what the 
carers and community need. 

in alice Springs, assistance given under the project provided the impetus 
for some local initiative which has seen enormous gains made for mental 
heath carers in the Centre.

alice Springs is an iconic location right in the centre of the continent.  
Known as mbantua to the arrernte aboriginal people who have lived here 
since time immemorial, the town of 27,000 people is the regional service 
centre for thousands of kilometres around, taking in the southern half of  
the northern territory, as well as vast areas of South australia, Western 
australia and Queensland. the tyranny of distance here is real, and the 
provision of infrastructure desperately problematic. But the Centre is not 
without it success stories, and one of the recent examples has improved  
life for those caring for friends and relatives with a mental illness.

twelve months ago the alice Springs office of the mental Health  
Carers nt operated from a small room tucked away in the Salvation 
army building on the outskirts of the central business district. they  
were open for 20 hours a week and had space just large enough for  
a carer to squeeze in and have a cup of tea. But things have changed. 

intervieW WitH TRaCy haTChaRD and proJeCt Coordinator JanInE SIMS, 
nortHern territory mental HealtH Coalition, By gRahaM RIng

Caring in the heart  
of the country
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in april 2009, mental Health Carers nt 
Coordinator tracey Hatchard and her small 
team moved into larger and more hospitable 
premises in Bath Street, right in the heart of 
alice Springs. the catalyst for this impressive 
new development was the planning made 
possible by the Building Capacity in mental 
Health, Family Support and Carer respite 
project. even though the alice Springs bid 
for funding, was ultimately unsuccessful, 
local initiative has resulted in great gains 
being made in alice Springs. 

the alice Springs mental Health rest  
and relaxation Centre is a long name for  
a service which is making short work of the 
antiquated notion that mental illness is a 
shameful thing, which must be banished  
to the margins. it is bright and comfortable 
and located right in the middle of the alice 
Springs CBd. it features a welcoming 
relaxation room, complete with massage 
chairs, where carers can relax when they 
need a break from the rigours of the job.  
the centre also offers a range of varied 
activities including yoga, art classes and 
morning teas. even more importantly, it  
offers carers the chance to get to know each 
other, and share the stories of the important 
and often challenging work they do. 

Carers may experience a wide range of 
sometimes conflicting emotions including 
shame, fear, guilt, anger, frustration, sadness, 
and of course, love. those who undertake 
this difficult task of caring also often find that 
their own career and social opportunities are 
diminished because of the commitment they 
have made. it’s simply not possible to be a 
carer 24/7, and to be most effective. the 
people who do these jobs must have some 
relief from the stresses and strains of the 
work. Carers who don’t pay attention to their 
own health and wellbeing can only be less 
effective in their caring role. 

the recent adversity to advocacy project 
undertaken by the mental Health Council  
of australia at the behest of FaHSCia ran 
workshops around the country about caring 
for people with mental illness, and the news 
wasn’t all good. they found that one of the 

most debilitating aspects of being a mental 
health carer is the sense of isolation and 
helplessness, and a feeling that ‘nobody else 
understands’. Knowledge amongst carers of 
local peer support options was very patchy, 
with many carers meeting for the first time  
at the local workshops. Carers also reported 
that information and advice on caring for 
someone with a mental illness was rarely 
available at first onset of illness.

many carers often find their way to this 
service only when they reach a crisis point. 
mental Health Carers nt is keen to reach 
out to carers before this occurs and provide 
the assistance and support which  
will make their task more manageable.  
the service currently has sixty carers on  
its books, but there may be three times  
this number in the alice Springs region  
that would benefit from some assistance.

project Coordinator Janine Sims visited the 
service on a number of occasions to offer 
assistance. ‘Janine inspired me to feel that 
we could expand’ recalls Service Coordinator 
tracey Hatchard. ‘She encouraged us to 
consider further possibilities - like workshops 
for carers, and a resource library. We were 
able to do the ground work to plan what we 
wanted for the future.’

Janine was able to offer practical assistance 
to ensure that the service actually had the 
capacity to implement these exciting new 
plans. ‘When we first went down to meet with 
everybody in alice Springs in november 
2008, we mapped out all of the existing 
services in the town and then looked at the 
gaps in service delivery’ says Janine. ‘We 
found that there wasn’t a physical place 
where carers could go. the office was stuck 
away in the backblocks of town. people saw 
the value of trying to reduce the stigma that 
surrounds mental health by “normalising” 
things and putting the office in the centre  
of town. We also wanted to get service 
providers to meet face-to-face because they 
weren’t actively referring clients to each 
other in any formal way. We were able to set 
up a network to improve communication and 
co-operation between service providers.’

But there were also practical problems to  
be overcome, recalls Janine. ‘they had a 
service manager with a heavy workload,  
and a number of part-time people running 
individual programs, but they had no-one to 
run the Centre. We came up with the idea of 
having a Centre co-ordinator to “meet and 
greet” new visitors to the centre and ensure 
that they were feeling welcome, and to look 
after the resource library and organise the 
various groups and activities.’ it’s still fairly 
early days, but the new centre shows every 
sign of being a resounding success.

they are a pretty resilient mob in alice 
Springs. if there was some disappointment 
about ultimately missing out on funding, 
there remained a keen desire to build on  
the planing that had been done under the 
Building Capacity project, and to preserve 
the exciting new ideas that had emerged. 
the alice Springs mental Health rest and 
relaxation Centre is a boon for mental health 
carers in ‘the alice’ and a tribute to the locals 
who wouldn’t let go of a good idea. 

 
Reference

adversity to advocacy, the lives and Hopes of mental Health 
Carers, mental Health Council of australia, october 2009 
http://www.mhca.org.au/documents/publications/mHCa per 
cent20Cep per cent20weblr.pdf

an innovative service designed to assist those who care for a friend  
or relative with a mental illness in australia’s northernmost city is about 
to commence. the darwin-based service is a partnership between 
Carers nt, mental Health Carers nt, top end mental Health Consumer 
organisation (temHCo) and vincentCare. it has a range of options  
to assist carers. the key aims of the project are to:

intervieW WitH hIlTRUD KIvElITZ By gRahaM RIng

Exploring new  
territory in caring

 » consult with stakeholders to 
assess the current need for 
carer respite 

 »  facilitate communication  
and information exchange  
to strengthen linkages  
between services

 »  ensure that where possible  
the options provided will be 
sustainable after the life of  
the project

 » feed information regarding 
service-need back to the  
federal government.



Partners in Respite Building Capacity in Community 
mental Health Family Support and Carer respite84

the live database will have two main 
features. it will provide a comprehensive  
and detailed listing of mental health services 
and other related services. it will also offer  
a training calendar, which will enable 
organisations that provide training sessions 
related to mental health to list the date and 
content of these sessions and provide advice 
to prospective participants about how to 
seek further information.

the partners will work to streamline 
administration, provide training for support 
workers, and ensure sustainability of the 
project outcomes. a major focus will be the 
gathering of information about the range of 
services that are already in existence, and 
project workers will be urging representatives 
of these services to talk to each other in an 
effort to share existing resources more 
effectively. the ‘no wrong door’ approach  
will be used to assist clients, which means 
that regardless of the initial point of contact, 
the system will work to ensure that carers 
are put in touch with the services which  
they are likely to find most beneficial.  
this approach is indicative of a drive to  
make things easier for carers.

ms Hiltrud Kivelitz, the project officer 
employed by the partners, is enthusiastic 
about opportunities to better coordinate the 
activities of a wide range of service agencies 

so that carers and consumers will have  
a greater range of options from which to 
choose. ‘We are setting up a network of 
service providers to assist us in collating 
information about the options available  
for carers and their consumers,’ she explains. 
‘We also want to explore options for 
organisations to share resources like rooms 
and cars so that services can be delivered 
more efficiently.’ a recent practical example  
is the offer by vincentCare to make a bus 
available to the temHCo service, 
immediately increasing the opportunities 
available to temHCo clients without any 
additional cost. 

the project will also seek to put in place 
sustainable training for mental health 
workers and support workers. in the past 
there has been no certified training for 
mental health workers in the northern 
territory but it will commence in February 
2010. Hiltrud has ambitions to involve 
consumers and carers in the delivery of 
training – not just as recipients, but as 
presenters. ‘We want to empower carers and 
consumers to be co-facilitators of education. 
it is incredibly powerful and successful when 
carers and consumers tell their own stories.  
it has a therapeutic effect because they get 
recognition and understanding as they 
contribute to mental health education  
in the community.’ 

the partners will look for opportunities to 
reduce the demands made on carers, and 
make it easier for them to gain access to  
the services that are available. For example, 
the project will look at introducing generic 
referral forms so that carers have to tell their 
story only once. the relevant information will 
then be captured and made available to other 
organisations as necessary, so that the carer 
will not have to endure the sometimes painful 
process of having to explain their whole 
situation repeatedly.

the tangible outcomes of this project will include the  
establishment of a mental Health Family Support and  
respite Care network, the development of a mental health  
care partnership hub, and the launching of a live database 
containing up-to-date carer and service options information. 

if you looked at a map of australia that had red dots where  
mental health services were available, you could be forgiven for  
thinking that there were no mental health issues in regional australia 
– that it was only the cities that had problems. of course that’s not the  
case. the problems in regional australia are as prevalent, if not more  
so, than in the cities. it’s just that, for various reasons, the personnel  
and infrastructure have not been established in these regions.

one reason is the stigma surrounding mental health in regional  
australia. this stigma flows all the way from carers and other family 
members up to health service providers. one Queensland organisation, 
Supported options in lifestyle and access Services inc. (SolaS) is 
eager to change both this perception of mental health, as well as the 
paucity of services.

SolaS is a specialist, non-clinical, mental health service set up in 
townsville in 1995. in 2006, as part of their strategic business plan, 
SolaS identified that surrounding regional areas did not have any 
non-clinical services that provided support to people with mental  
health conditions. that’s when they started working towards  
increasing the access to service delivery to the regional areas  
that are close to townsville. 

intervieW WitH RhonDa ClaRK By nIColaS BRaSCh

Breaking down 
geographic barriers
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in 2007, SolaS received funding  
from disability Services Queensland  
and undertook a regional mental health 
research project, which involved talking  
to and setting up relationships with ngo 
service providers in ingham to the north, 
Charters towers to the west, and the 
Burdekin to the south. the main aim  
was to determine what sort of community- 
based mental health services were actually 
delivered in those regions and the short 
answer was ‘none’. 

this preliminary leg work proved critical  
when SolaS received funding under  
the national respite development Fund  
and seized the opportunity to help support 
regional organisations to build their capacity 
to deliver services in mental health. 

the program that SolaS received funding 
for involves creating respite services 
targeting people who care for someone with 
a mental illness. But as rhonda Clark, Chief 
executive officer of SolaS explains, it was 
never the intention for SolaS to directly 
deliver these services. ‘We’ve done a lot of 
work identifying the service providers that  
we are happy to subcontract to. So it’s going 
to be a subcontract model of direct service 
delivery. our choices were based on our 
knowledge, discussions with others, and 
meetings with the potential service providers.’ 
rhonda is quick to add, ‘but in the end,  
the decisions were not too hard. there’s  
a scarcity of suitable and competent  
service providers in these areas.’

the main focus of this program will be  
on the development of independence  
and independent living skills, as well as 
community access services, rather than  
the traditional view of respite as a kind of 
minding service. rhonda explains that the 
goal is, ‘to create long-term outcomes rather 
than short-term ones. For example, making  
a permanent arrangement so that if mum 
wants to go shopping at a particular time, 
we’ll be looking at what activity her loved  
one could be accessing in the community  
at about the same time. it’s all about  
planned, regular respite.’

Flexibility is a key ingredient in the model, 
with plans to make respite available both  
in and outside the home. ‘at least two of  
our service providers do operate their own 
respite houses,’ says rhonda, ‘so in the 
circumstance where somebody needs to 
come out of the home, for a day or a couple 
of nights or whatever, to give mum a break, 
that’s going to be a possibility where there 
are respite houses involved.’ 

the fact that the critical services are being 
provided by local agencies does not mean 
that SolaS is abrogating responsibility.  
they continue to oversee the program and 
are responsible for training the staff who  
will be delivering the services. Some of the 
training involves managers and support 
workers from ingham, Charters towers and 
the Burdekin attending an induction program 
at SolaS’s townsville office. in conjunction 
with this, SolaS sends some of their most 
experienced workers to help ‘on the ground’ 
in the targeted regional areas and also 
supports the regional workers to attend 
‘training shifts’ through the SolaS Staff 
mentoring program in townsville. the funding 
that has enabled this expansion to go ahead 
was large enough for SolaS to employ a 
part-time project officer based in townsville. 
the project officer, dorothy Sellers, has 
extensive experience in community 
development and acts as the focal point  
for all of the stakeholders. 

although the project is still in a state of 
relative infancy, with initial training taking 
place as of november 2009, rhonda can 
already sense what it is going to mean to 
those in regional Queensland who have not 
had such services available to them before. 
‘these three communities are so excited. 
they are so excited that there are going to 
be some services for them. the communities 
are engaging really, really well. in addition, 
other service providers, the government 
service providers, the local councils, they are 
all very happy and supportive of the process.’

one reason that SolaS’s model is being  
so widely accepted is that they have not 
marched into these regions and made 

demands or started restructuring existing 
arrangements or provided a visiting service. 
they have been careful to tap into what 
already exists, as rhonda explains. ‘in 
Charters towers, for instance, there is a 
monthly luncheon meeting with all service 
providers including gps. this has been going 
on for some time. So we have sent people 
out there to meet them and explain what the 
project involves. We are building on what 
already exists in these areas.’ the service 
model is very innovative for the north 
Queensland regional areas and it the 
intention of SolaS and its partners to  
clearly document the service model and  
to evaluate the model as they proceed.

that is not to say that it is all plain sailing  
or that potential problems are not being 
identified. rhonda sees the biggest problem 
as being, ‘putting forward our view of what 
respite can be. We are being a bit creative, 
offering something different to the traditional 
respite services, and i think that might be a 
bit of a challenge for some families. 
traditionally respite has been the provision  
of centre based services that have been 
crisis driven. But we are hoping that we can 
break down established views and prejudices 
by providing regular, planned, recovery-
focussed respite that can stop crisis 
situations occurring.’  

the SolaS program is really about equality. 
everyone deserves the same access to all 
types of health services, no matter where 
they live. in some instances, this is not so 
easy – the cost of maintaining a high-tech 
hospital in a relatively lightly populated area 
is seen by many as unsustainable. However, 
the provision of modern, compassionate 
respite care that merely requires upgrading 
the skills and knowledge base of existing, 
highly trained personnel is not only feasible 
but critical as well. SolaS and their regional 
partners are doing their best to deliver. 

the Building Capacity in Community mental Health Family Support  
and Carer respite project presented an opportunity to address a gap 
in respite services for carers of people experiencing mental illness in 
the South australian metropolitan regions. the project established a 
group of key stakeholders and provided the structure and support to 
share innovative ideas and create a model based on the known needs  
of the community. through partnering with Commonwealth Carer 
respite Centres, and community and clinical mental health services,  
the organisations involved are working collaboratively towards a 
sustainable respite option for the community.

aManDa PoRTER

Innovation and 
sustainability: 
partners in respite
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discussions facilitated by the mental Health 
Coalition of South australia (mHCSa) helped 
identify the following project goals:

 » To investigate, evaluate and support: 
Build new and innovative mental health 
family support and respite programs 
across australia that draw on the lived 
experience of consumers and carers and 
target their diverse and changing needs.

 » Establish a national framework of 
support: For new service development, 
care coordination, workforce training  
and education.

 » Support local community mental health 
organisations: to engage in coordination 
networks and assist access to additional 
funding to support service development 
and activities.

miFSa saw the project as a clear opportunity 
to initiate discussions about the absence of 
suitable residential respite accommodation  
in metropolitan adelaide and to look at 
developing sustainable options in partnership 
with relevant groups to support carers and 
care recipients. 

literature reviews (Community mental Health 
australia, 2008; verity, 2007) show evidence 
that carers of people with a mental illness 
have different needs to carers of people with 
physical disabilities or carers of older people. 

Carers of people with mental illness  
may find themselves caring for longer 
periods of time, particularly when the care 
recipient is acutely unwell. much of their 
caring role is unpredictable and episodic  
and carers can sometimes be traumatised  
by the behaviours that are evident during 
periods of acute illness. Social isolation can 
often have a larger impact upon their lives 
due to the stigma surrounding mental illness 
(psychiatric disability Services of victoria, 
2008). and, of course, there are also 
economic consequences of caring that  
can contribute to additional stress for  
the carer (Bartl, 2001). 

addressing the gap

miFSa’s existing respite services are 
developed in consultation with carers,  
care recipients and our two metropolitan 
Commonwealth carer respite centres.  
this process is essential to the development 
of a respite program that provides 
appropriate, effective and flexible services 
based on the needs of the people who  
will access it. 

through implementing the miFSa respite 
program, we became acutely aware of the 
absence of suitable residential respite 
accommodation in metropolitan adelaide, 
which prompted us to look at ways to add 
residential respite to our recovery-based 
respite services. Current options for carers 

requiring short-term residential respite often 
meant waiting for space to become available 
in a Supported residential Facility where a 
bed is allocated among long-term residents, 
with little or no recovery-based opportunities. 
it is difficult for carers to engage in this type 
of respite for any length of time as they are 
aware that the person they care for is not 
receiving a quality respite service that can 
address their individual needs. the other 
option for carers is to request clinical support 
where demand for beds is high, assessment 
processes may be unsuitable and recovery 
can be set back or delayed. many care 
recipients have previously had negative 
experiences with clinical services and would 
prefer to access community support service 
options if available.

miFSa proposed a service model  
based on the very successful Specialist 
residential rehabilitation program (non-
clinical) run by mental illness Fellowship 
victoria. the proposal intended to 
complement the Fellowship’s experience, 
build on our existing service delivery options 
and benefit from existing relationships, 
networks and knowledge.

The proposal

the proposal is to develop a residential 
respite accommodation program that  
offers carers a short-term break (up to  
one week) by offering residential respite 

the mental illness Fellowship of South australia (miFSa) was 
successful in receiving mental Health respite program (mHrp) 
grants for the two South australian metropolitan Home and 
Community Care (HaCC) regions to develop and deliver  
the miFSa respite program.

accommodation to a group of no more than 
ten care recipients at a time. the needs of 
carers and care recipients will be taken into 
consideration in all instances and throughout 
all stages, with the anticipated outcomes for 
both carers and care recipients being: 

 » improved social networks

 » improved self-esteem

 » improved health 

 »  quality respite for carers. 

these outcomes will be met through a  
range of diverse respite opportunities made 
available to care recipients and supported  
by relevant sources depending on the needs 
of each particular group and each individual 
within that group. Specialist internal and 
external staff will be utilised to facilitate 
focus groups where particular skills and 
knowledge are required. examples of 
focused respite options include:

 » education (information about illness, 
recovery, looking after yourself)

 » household management help (shopping, 
cooking, budgeting, cleaning, personal 
hygiene)

 » vocational advice (looking for work, 
resumé preparation, interview techniques)

 » a focus on indigenous and culturally  
and linguistically diverse needs 

 » flexibility (such as utilising the whole- 
of-family and/or kinship models)

 » a focus on carers (carer wellbeing, 
relaxation techniques and local  
services available).

the program will offer carers a local, focused 
and appropriate non-clinical respite option 
where care recipients can take up options for 
recovery-based sessions or simply relax in a 
positive environment. Skilled respite Workers 
will be available to offer support on site at all 
times. respite Workers are non-clinical staff 
likely to have work experience in allied health 

and/or community services, many of whom 
will have formal qualifications and many who 
have a lived experience of mental illness – 
either as a consumer or carer. 

The partnership

miFSa sought to develop a respite service in 
partnership with: north and West metropolitan 
adelaide Commonwealth Carer respite Centre, 
operated by unitingCare Wesley Bowden inc., 
South and east metropolitan adelaide 
Commonwealth Carer respite Centre, 
operated by Carer Support and respite  
Centre inc., and Southern adelaide Health 
Service (mental Health unit).

this coordination would be achieved by 
building on the existing strengths, expertise 
and resources of all of the organisations and 
harnessing resources in a way that benefits 
both carers and care recipients. Working in 
partnership also offers opportunities to  
share innovative solutions, build strong and 
productive relationships and promote 
ongoing development of the program 
(o’Hanlon et al, 2002). eligibility and referral 
processes will be assisted by the partnership, 
providing carers and care recipients easier 
access and consistency across services with 
additional support available as required. 

the mHCSa helped us to identify 
requirements for establishing this model  
and to outline the various perspectives of  
all interested parties. We clearly defined the 
roles of each partner and solidified our aims 
– all leading towards a sustainable model  
in line with known predictors of sustainability 
(o’Hanlon et al, 2002). the aims and agreed 
reasons for involvement in the partnership 
included:

 » the program addresses a current gap  
by offering an option that isn’t currently 
available in adelaide 

 » we value carers and want to support  
them to maintain their caring roles

 » we value consumers and want to provide  
a quality environment 

 » having options and feeling supported  
with recovery-based opportunities  
available community awareness will be 
raised and supported by the partnership

 » being able to deliver focused services and 
link to other supports in the community

 » we like working in partnerships.

We met regularly and agreed that working 
together allowed for more experience, wider 
networks and greater diversity. We talked 
about the different values each of the 
partners brings to the project. We listed  
many of these and were able to see clearly 
the broad range and depth of each of the 
partners and the skills that naturally 
complemented each other. We also took into 
consideration the possible risks in working 
together towards sustainability of the 
residential respite accommodation program 
option. the greatest risk we identified was 
the potential need for further funding to 
sustain or expand the program beyond the 
funding period. By identifying this risk, we 
have set ourselves a clear goal to negate  
(or at least reduce and manage) this risk 
from the outset.

The challenges

the project was not without challenges.  
the greatest challenge was to address the 
concern that a suitable facility needed to be 
located for this program to be successful.  
We initiated talks with the South australian 
local government authority and property 
management consultants who all concurred 
that while it would be ideal to locate and 
‘hold’ a suitable property, it is highly unlikely 
that a suitable property could be located 
where the owners would be prepared to  
wait for the lodgment and outcome of the 
tendering process. 

Towards sustainability

Carers cite the main benefit of a residential 
respite option as giving them a longer break 
(Carer links West, 2006). the proposed 
model will allow care recipients to be 
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supported in their recovery journeys while 
carers receive respite. in offering carers and 
care recipients this option, we intend for 
them be able to view the accommodation, 
meet staff and make the decision to stay 
with information and knowledge about the 
service. in this way, it is hoped that care 
recipients will view the respite service with a 
‘holiday’ or ‘short-break’ frame of mind, where 
they can look forward to gathering with 
others in a social environment, supported by 
staff who are knowledgeable about mental 
health, receive information relating to their 
specific needs and experience a recovery-
based approach. 

as evident in community capacity-building 
research (australian Social inclusion Board, 
2009; verity, 2007), projects are more likely 
to become sustainable where they 
demonstrate collaboration, share and value 
the input of a range of experience and 
networks, reach more people, cover a wider 
geographical area and embrace diversity. 
this model offers a community focus (with 
clinical support) to the wider target 
community and addresses a gap in services, 
delivered with innovation and expertise. 

the partnership allows  
for broad networking and 
promotion to reach more people 
in a wider geographical location 
where such a service has not 
previously been available. in 
addition, this partnership 
enables creation of a service 
that could otherwise not be 
offered as effectively without 
sharing resources. 

We have identified a service 
model with strong partners who 
are committed towards making 
this a sustainable respite option 
for carers, care recipients and 
the community. 
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Service delivery in rural and remote australia is complicated by factors 
found in few other parts of the world. australia’s vastness, combined 
with the sparsity of population away from major cities provides 
challenges for service delivery. this is particularly true for small towns 
and remote communities, but it can also apply to regional centres.
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approximately 30 years ago the city-based 
agency melbourne Family Care recognised 
the importance of developing and fostering 
local services which could be delivered in 
communities so families and individuals 
would not be disadvantaged through the 
tyranny of distance. 

there are clear advantages in having a 
service as important as the provision of 
respite for family and carers of people with 
mental illness delivered locally. ‘With mallee 
Family Care as the lead agency, and a 
consortium of eight other local and state-
based partners, we are very proud of the 
service model which has been developed to 
provide relevant and accessible services to 
people of the northern mallee from within 
the northern mallee,’ said Cath murphy, 
project manager of the mallee mental  
Health Family and Carer resource project 
(mHFCrp) and manager of the murray 
mallee Community mental Health Service.

nine key stakeholders are working in 
partnership to make mHFCrp a success: 
mallee Family Care – murray mallee 
Community mental Health Service (lead 
agency), araFemi victoria, Bendigo Health 
Care group, eastern access Community 
Health (eaCH), mallee division of general 
practice, mildura Base Hospital, northern 
mallee mental Health, mildura rural City 
Council – mental Health operational group, 
Sunraysia Community Health Services.

the mHFCrp consortium’s mission 
statement is ‘Building capacity through 
partnerships to achieve resilience and 
sustainability’, which encompasses  
three major aims:

 » Creating a tangible, accessible and 
knowledgeable gateway to appropriate 
respite options, with linkages and referrals 
offering flexible and tailored responses  
to meet family and carer needs

 » Building capacity and resilience  
amongst carers for people with a  
serious mental illness through the 
provision of a centralised and  
coordinated service system

 » ensuring educational opportunities  
are available for carers, families and 
professionals to further strengthen  
their role as carers and promote 
understanding of the carer’s role. 

‘We are really excited about what this  
project can potentially achieve,’ Cath says.  
‘it is putting the spotlight on the northern 
mallee in a positive way, and a great 
acknowledgment of the work done  
in preparation of this model. For many years, 
many local carers have expressed their 
desire for such a model. For at least the last 
ten years it has been raised as a concept,  
so we were fortunate to have the opportunity 
to apply for this funding and to have been 
successful in our endeavours. our primary 
focus is around supporting families and 
carers who care for persons with serious 

mental health issues such as schizophrenia  
and bipolar disorder. 

‘also in this region, it is important to 
recognise that some people from 
surrounding farming communities have been 
experiencing high rates of depression and 
related mental health issues. We will be 
supporting their families too. We will also  
pay close attention to Cald and indigenous 
communities where there can be hidden 
carers who for a variety of reasons are not 
engaging with mainstream services.’

While the partnership and some of the 
services being delivered are new, care  
was taken to build on existing resources. 
Consolidation and collaboration were the 
focus, rather than duplication. new and 
existing resources are to be centred at the 
agreed host location which is Sunraysia 
Community Health Services. the service will 
be managed at this location, where project 
coordination and a drop-in support service 
will occur. Staff at this centre will provide 
carers with accessible information, undertake 
comprehensive assessments, make 
appropriate referrals to existing services,  
and provide education and support. other 
services available through the resource 
centre include carer training, direct and 
indirect respite, and education.

the approach to education is multi-faceted. 
one aspect is about educating professionals 
to build service capacity and to better 
respond to and understand the needs  

the municipality of mildura rural City Council – of which  
mildura is the major town – has a population of about 60,000.  
the township is surrounded by grain farms, horticulture and  
small towns. Some of the services offered in mildura are  
provided from Bendigo, 400km away. 

of carers. an example of this education  
has been the delivery of workshops on  
the impact of grief and loss experienced  
by mental health carers. this workshop  
was delivered to both carers and health 
professionals, and built the skills, knowledge 
and capacity of all participants. other 
planned education opportunities for carers 
and professionals includes studying for of 
Certificate iv in mental Health (available to 
HaCC workers), and the development of  
a Carers’ peer mentor program, which will 
train volunteer peer mentors to work 
alongside program staff. 

‘education in respite is very important,’  
Cath says. ‘one of the submission  
guidelines was around sustainability  
of the model and the focus on systemic 
development, and education is a key to this. 
We are not just about educating carers and 
supporting them towards a greater level of 
resilience. We also need to raise awareness 
about the impact of caring for people with 
mental health issues with health 
professionals as well.’

direct and indirect respite opportunities  
for carers are supported through access  
to brokerage funds. Carers who have been 
linked into existing respite opportunities 
where there are insufficient funds to meet 
specific needs may have their services 
expanded or enhanced through the 
mHFCrp brokerage funds. Short-notice 
respite has many faces and features, and  
can incorporate such things as travel costs 
and accommodation for carers where all 
other options have been exhausted. there  
is also planned respite where carers stay in  
a cottage for three days and the person with  
a mental illness is supported during these 
times. another alternative is carer retreats 
featuring educational sessions plus self  
care and relaxation.

part of the motivation for the project was  
the lack of outreach services for communities 
such as Werrimull, ouyen and murrayville. 
Social and geographic isolation was 
compounded by significant under-resourcing 
and a large gap in services and service 
coordination for carers in the region. ‘Being 
isolated is a disadvantage in many ways but 
it can also be an advantage,’ Cath says.  
‘We have very strong networks here so it  
was not hard to bring local organisations 
together. after that we searched for 
state-based agencies with commonalities  
of interest. 

‘For example, eaCH was already providing 
services up here, brokering private 
counselling for carers and/or people with 
mental health issues. araFemi has a strong 
education and training base. it is also a place 
where carers can ring and gain support 
through a helpline. people sometimes want 
to tell their story anonymously in the first 
instance as they are figuring out what is 
going on for them, and araFemi provides 
that opportunity. Bendigo Health was already 
a provider of carer support services in our 
region and so there was a natural link there. 

the partnership with the mallee division  
of general practice is also an important one. 
We know that carers also have a high rate  
of mental health issues, and may seek their 
gp for support, so in terms of tapping into 
hidden carers, it is important that the mallee 
division of general practice is involved. of 
course the clinical link with the northern 
mallee mental Health Service is an critical 
link, given their carer consultant services  
and direct work with people who have  
a mental illness.’

‘our project is about building 
sustainability, and capacity 
through partnerships, and in 
turn meeting the needs of those 
who require our service. We  
are very excited about the 
enhanced support this model 
and the funding will provide  
the families and carers of the 
northern mallee. 

this project is not an endless 
open chequebook. it is about 
meeting the need of respite 
where it can’t be met otherwise, 
about education in respite, and 
about outreach in this region.’
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CloCk (Contributing to lasting outcomes for Carers) is a program  
that seeks to provide respite and support for carers of people living  
with mental illness. its partners include reach out mental Health 
(Cheltenham), impact Support Services (Frankston and oakleigh),  
grow victoria (Caulfield), the Commonwealth respite & Carelink  
Centre Southern metropolitan region, (Caulfield ) with peninsula 
Support Services (mornington) (pSS) as lead agency. the program  
is also supported by the peninsula Carer Council (mornington).  
the new program has resulted in increased carer profile and support  
by the partner agencies. Before that time, all but the Commonwealth  
respite and Carelink Centre were involved primarily in providing  
support for consumers of mental health services, but not  
for their carers. 

intervieW WitH TERRy PalIoPoRTaS By ElIZaBETh QUInn

Contributing to  
lasting outcomes  
for carers

the CloCk model proposes the provision  
of services to carers at the point of client 
contact, thus facilitating greater ease of 
access to services for carers who may  
have found additional travel burdensome. 
previously, the member organisations 
referred carers on to the Commonwealth 
respite Centre in Caulfield, which required 
them to travel long distances in many cases. 
this often resulted in the carers deciding 
against taking up the support options  
offered to them. 

mental health services in the Southern 
metropolitan region of melbourne have  
long sought to address the gaps in the 
service model they can offer carers  
of individuals living with mental illness.  
the new CloCk program has a reach 
extending along the length of the mornington 
peninsula, through Frankston and as far 
along the bayside area as Cheltenham. pSS 
Ceo, terry palioportas, recognised a need to 
raise awareness of the role of carers in their 
community, and to increase the support 
systems it can offer them. 

the scarcity of resources for carers and the 
lack of transport options were both identified 
as key areas of need. as a result, positions 
have been created at pSS for a Carer 

Support Worker and a transport  
Coordinator to liaise with carers and  
each other in an effort to ease the burden  
of carers in their community.

For those living along the mornington 
peninsula beyond Frankston, the question  
of public transport is a challenging one. 
Frankston train station is the end of the line 
for those travelling from the metropolitan 
area. a train to Crib point runs infrequently. 
public transport on the peninsula is largely 
confined to an infrequent bus system. large 
parts of the region are not covered by the 
existing bus service, and many users of 
mental health services live long distances 
from designated bus stops. Some services 
have limited pick up and drop off points, and 
train and bus timetables do not allow for 
ease of connection.

the newly-created role of the transport 
Coordinator is to maximise transport 
opportunities for carers and users of mental 
health services in the Southern metropolitan 
region. the transport Coordinator’s first task 
was to identify previously untapped methods 
of transport for carers and consumers.  
one of these was dial-a-Bus, a shuttle bus 
service provided by mornington peninsula 
Shire aged and disability Services.  

it operates in designated areas tuesdays  
to thursdays at minimal cost, and includes 
door-to-door pick-up and drop-off. 

the role of volunteers is another key element 
of CloCk’s vision for improving transport for 
carers. the transport Coordinator has 
identified a source of volunteer drivers 
through links with the mt eliza Community 
Church. While this service is mainly for 
medical appointments between mornington 
and Frankston, and requires a minimum of 
three days’ notice, it is a valuable addition to 
the resources at the disposal of the pSS.  
a wider network of volunteer drivers is 
envisaged for inclusion on the pSS database. 
policies and processes ensuring that 
volunteers have police checks and 
appropriate training are already in place, 
requiring no more than a little fine tuning.

the planned database will also include lists 
of available vehicles, maps and information 
packs showing public transport routes and 
timetables. an easily accessible website for 
those living on the mornington peninsula is 
also under consideration, along with the 
existing one-on-one assistance for those 
who need it. if help is available in a user-
friendly form such as information on a web 
page, it is more likely to be accessed by 

the role of the carer is integral to a successful mental health 
service model. often, carers have to juggle other demands such  
as family, work and financial commitments, as well as caring for  
a loved one with a mental illness. the stress felt by carers can  
have a ripple effect on those around them. easing their burden  
has positive outcomes for everyone around them, including  
those they care for.
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‘reluctant’ carers: those who are disinclined 
to ask for outside assistance with the care of 
a family member experiencing mental illness.

the CloCk consortia are also aware  
of the existence of ‘hidden’ carers and  
care recipients: the family and friends of 
someone with a mental illness who don’t 
identify with the label and consequently  
don’t seek support. the CloCk model  
allows for the identification of carers, 
regardless of whether their care recipient  
is linked into any psychosocial disability 
rehabilitation Support Service. regular 
liaison between the Carer Support Worker 
and the transport Coordinator will help to 
identify any care recipients who have ‘fallen 
through the cracks’, and will seek to address 
the shortfall. it is also hoped that roaming or 
mobile services may be used in the future to 
encourage hidden carers and care recipients 
to make use of the services available to them. 

networking is another strategy that is  
being implemented by pSS to further the 
aims of the CloCk program. one of the 
goals of the project is to set up networks  

of interested carers to ease the burden of 
transport to and from appointments. Carers 
living in close proximity or along the same 
major thoroughfares are given each other’s 
contact details, by mutual consent, by the 
CloCk transport Coordinator in order to  
car pool or share driving duties. 

the acknowledgement of transport needs  
is a key element in access and equity for 
carers, and is integral to service delivery.  
the pSS recognises that there is a wide  
gap in transport needs on the mornington 
peninsula that needs to be addressed. 
transport has not always been part of 
established service models for carer support. 
By identifying this gap and demonstrating 
that lack of transport can create a significant 
barrier for carers, it is hoped that adequate 
transport systems will form a core 
component for service models in the future. 
plans are in place for the employment of an 
additional Carer Support Worker early in 
2010, which will further enhance the level  
of support available to carers living along  
the mornington peninsula and surrounds.

‘We’re hoping to raise the profile of carers and to let them know 
we value the role that they are doing. in the past, whenever we 
offered our carers support at the respite Centre, we knew the 
majority wouldn’t take up the opportunity. it was just too far to 
travel for individuals who were carrying such a heavy burden 
already,’ says terry.  

‘now the service is located here at peninsula Support Services. 
part of our strategic plan was to one day see if we could get 
funded support for carers, and we have finally got that.’ 

the physical, mental and emotional benefits of regular exercise are well 
known. However it is not uncommon for people – especially busy people, 
such as carers – to put exercise low on their priority lists. 

a pilot program run by eastern access Community Health (eaCH), 
Social and Community Health and maroondah City Council provided 
group exercise sessions for carers in melbourne’s eastern region.  
the national respite development Fund provided funding for ten 
sessions at Croydon leisure Centre open to carers of people with  
a mental illness. these sessions were conducted on thursday mornings  
by a qualified fitness instructor and designed for people at all levels  
of physical fitness.

the program was based on research which showed that carers have 
higher rates of depression than the rest of the community, combined 
with a higher than average incidence of physical health issues. While  
the research concluded that carers need time to look after their own 
health, anecdotal evidence suggests that ‘time’ (let alone ‘opportunity’ 
and ‘funding’) are rare commodities for many carers.

MIChEllE Egan

Carers’ exercise group 
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Six people – all members of a carers group, 
which meets monthly in the outer east of 
melbourne – formed the initial group. By the 
end of the trial period (in 2008) the group 
had expanded to ten people. Feedback from 
participants about the pilot program was very 
positive, with carers reporting improved mood 
and a greater level of physical fitness. Carers 
commented on the importance of socialising 
together after the exercise program.

in response to the evaluation, a decision  
was made to continue the program. there 
are now 16 participants, most of whom 
regard the thursday morning sessions as a 
priority in their lives. exercising in groups can 
be more rewarding and motivating than going 
it alone, and by removing the cost for 
participants a further barrier is eradicated. 
the initiative was negotiated between the 
eaCH mental Health Service manager, 
eaCH respite for Carers Coordinator  
and the maroondah Council metro access 
officer. this partnership provides an 
innovative, sustainable and cost-effective 
respite opportunity which also contributes to 
the better health initiatives in the community.

people reported physical benefits  
including improved sleeping and feeling  
more energised. it has encouraged them to 
include additional exercise into their week. 
the social and emotional benefits are also 
excellent. many participants told us that the 
coffee afterwards is of equal importance to 
the hour they spend in the exercise class.  

Some people maintain telephone  
contact outside group time.

the eaCH mental Health respite 
Coordinator and the maroondah Council 
metro access officer drop by the group  
on a regular basis. it is a great way to pass 
on information, and important for that sense 
of connection. Because the leisure Centre  
is managed by the Council it is something  
of a hub for services. Some people have 
discovered the library nearby and have joined 
that. When we asked the participants about 
whether or not the group should continue 
they all said “yes, absolutely”.

the program’s success has 
attracted interest from other 
community agencies, some of 
which plan to replicate the 
program for other respite 
service streams and in other 
geographical areas. 
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the Carers’ exercise program aimed to provide an enjoyable, 
friendly and social environment for carers while delivering various 
health benefits. after the exercise program session, the group was 
offered the opportunity to stay on at the leisure Centre, enjoy a 
coffee and a chat, or have a swim or spa in the new aquatic facility. 

St luke’s is a large regional social work agency in the loddon mallee 
region of victoria and riverina area in nSW. the loddon mallee region, 
where the nrdF respite is delivered, is a large geographic area that 
covers approximately one quarter of victoria. the major communities are 
Bendigo and mildura. other towns such as Swan Hill, echuca, Kerang, 
ouyen, Wycheproof and Kyneton also act as focal points for services. 

St luke’s has provided mental health recovery services for over  
25 years. For the past ten years it has also delivered a victorian 
government funded Carer’s respite program that provides a  
planned respite service for carers and care recipients.

JanE BEnnETT, MaRg BRooKS, MaRlEnE laMPREll,  
ShaRlEnE BEnnETT

Responsive and 
flexible respite 
delivery
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in 2008, St luke’s was  
pleased to commence delivery 
of the loddon mallee Flexible 
respite Service. its aim is to 
provide flexible respite 
opportunities, particularly short 
notice or emergency respite 
when required. the respite 
delivered is complemented  
by our mental health service 
delivery experiences and our 
capacity to provide skilled and 
experienced mental health  
staff to support the delivery  
of respite packages for care 
recipients with a mental illness.1 

Flexible respite recognises the often 
unpredictable and individualistic nature of 
mental illness as well as the challenging role 
carers have in looking after someone with a 
mental illness or intellectual disability. While 
planned respite programs certainly offer a 
beneficial service, Flexible respite can fill 
many of the gaps and provide specific and 
valuable support to the carer and care 
recipient at times of greatest need.

Philosophy of St luke’s

the philosophy informing practice at St 
luke’s is the strengths-based approach.  
this is a working practice focused on 
people’s strengths rather than deficits,  
based upon positive attitudes about people  
and an understanding that their circumstance 
are not necessarily of their choosing.  
this approach means: 

 » people are viewed as the experts on  
their own lives and situations

 » people need resources and where it is 
recognised that external resources might 
be needed to help change occur these  
are mobilised in ways that complement 
people’s strengths and goals

 » respect is a key value of strengths– 
based practice and is underpinned  
by a high regard for people’s intrinsic 
worth, uniqueness and diversity and  
their right to self–determination, 
participation and inclusion

 » strengths–based practice relies primarily 
on finding the right questions as opposed 
to knowing the answers. Questions that 
presuppose people’s ability to find their 
own answers are very powerful

 » strengths–based assessment is 
characterised by an exploration and 
validation of experience, strengths, 
exceptions, aspirations and resources.2  

in meeting with carers and care recipients 
we take a ‘curious’ approach, which is we’re 
interested to hear of the respite needs but 
we also wish to learn more about what has 
worked well in the past. this assists in 
identifying ‘success’ from the perspective  
of both the carer and care recipient, helps  
to highlight the key strengths of the carer 
and the care recipient and provides valuable 
information that we can discuss as to what 
would best work in the new respite plan. 
What does this mean? this is an active 
listening process and we are noticing the 
‘clues’ in the story as to what has worked  
in the past in terms of what the carer needs 
alongside the needs of the care recipient.  
We discuss this with the carer and care 
recipient and in the process we jointly 
endeavour to understand what we can build 
upon in the delivery of the respite that will 
assist in strengthening the care relationship. 
the carer and care recipient become allies  
in this process as together we work on 
shaping the new respite plan. 

networking – between carers and 
services

networking is also important. earlier in 2009, 
St luke’s and a number of carers along with 
other regional carer support organisations 
organised a Carers Conference which was 
held in Bendigo – the getting there 
together rural conference. We were very 
pleased to have approximately 130 carers 
attend from all parts of the loddon mallee 
region and others from surrounding rural 
areas. We had some inspiring speakers, lots 
of self-care activities and time for carers to 
connect with others. this was an important 
time for carers to develop new connections, 
learn from each other and be able to provide 
and receive understanding and support with 
others who have similar experiences.

Respite delivery examples

St luke’s carer respite takes a variety of 
forms, as shown in the following examples. 
(all participants have given permission for 
their stories to be told however names have 
been changed.)

Robert and laura

robert is in his 80s and cares for his  
daughter laura who developed a mental illness 
in her late teens. during her early adult years 
laura wanted to live independently and robert 
assisted her with housing. unfortunately 
laura’s illness impacted too much for her  
to continue living on her own and robert 
supported his daughter to move to an  
address much closer so that laura could  
have autonomy but also live close enough  
for robert to care for her. laura has developed 
some physical health issues and robert assists 
financially and he has taken great care to 
provide for laura, both legally and financially, 
when he dies.

robert attended the Carers Conference  
held in Bendigo by the Flexible respite 
Service team, and while he felt many of the 
other carers seemed far worse off than he 
was, he came away with new awareness  
of the importance of taking care of his own 
needs. Soon after this laura asked her St 

luke’s mental health recovery worker to talk 
to her dad about letting her go somewhere 
on her own for a few days. She said she was 
‘sick of being treated like a child’ and she 
wished to develop more independence. 
robert was particularly concerned about this 
because of laura’s physical health issues, 
which means she may be at risk of needing 
emergency treatment at times. robert was 
concerned about laura’s capacity to look 
after herself. 

over several meetings a plan was made that 
satisfied both robert’s concerns and laura’s 
need to feel more capable and grown up. 
laura was to have three nights away, in a 
place she loves, with support from several 
mental health workers as well as some time 
on her own. 

laura and robert worked with the respite 
staff and the Whirrakee3 mental health staff 
to craft together a plan. drawing on the 
experience of the flexible respite team and 
the Whirrakee mental health team meant that 
laura would be with workers that she already 
knew well and was comfortable with. the 
respite staff and the mental health staff 
learnt more about what laura liked to do, 
they asked questions about what had worked 
for both laura and robert when laura was 
living more independently. this process 
enabled laura and robert to talk more 
openly about laura’s needs, her wish for 
independence and learn more from laura 
about what she is now able to do. alongside 
this a respite package was developed that 
meant laura had significantly more contact 
with skilled mental health staff whilst on her 
break and robert was able to relax and have 
a break himself knowing laura was well 
cared for and happy.

anne and Michael 

anne’s son michael has schizophrenia  
and after ten transient years and periods  
of homelessness michael now lives with 
anne. unfortunately michael’s schizophrenia 
is quite severe and he finds it difficult to be 
with other people, particularly as he’s aware 
of the impact of his mental illness. it’s difficult 

for michael to relate to other people and  
his illness has had an impact on his level  
of skills and capacity for independence,  
his behaviour towards others, his sense  
of humour and joie de vivre. 

Sadly for anne though she is caring for 
michael on her own and she feels isolated  
as her other adult children live interstate.  
She wants to be able to visit them from  
time to time and be able to spend time  
with her grandchildren. at this time though 
her daughter is unwell and anne wants to  
be able to visit and support her daughter’s 
small children. it’s very difficult for michael  
to be away from his own environment and 
anne is concerned that he is unable to 
manage on his own. 

after careful assessment with anne and 
michael a flexible respite plan was developed 
to enable anne to travel at short notice. 
respite staff and mental health recovery 
staff from St luke’s met with anne and 
michael to learn more about michael’s needs 
and capacities and to jointly develop a plan 
to enable michael to be well supported. 
mental health staff found a supported 
accommodation facility where michael could 
stay whilst anne was away, where his 
medications would be supervised and where 
all of his meals were provided. this also 
meant that michael was visited daily (more 
frequently in the first few days) by mental 
health staff. 

a secondary respite plan was also developed 
to enable anne to be able to take a break 
and/or visit her family more regularly. this  
is how it works: anne now calls St luke’s 
requesting respite when she feels the need, 
which so far has worked out to be about 
once every three months. this usually 
coincides with an invitation from one of her 
other adult children to attend a birthday  
party or other family occasion. importantly 
though, she is able to access this when  
she is experiencing a build up of stress and 
needs to be able to have a break from her 
carer responsibilities.

 

Fortunately, St luke’s mental health staff 
have been able to find a supported 
accommodation position for michael on  
each of these occasions and this along with 
his increased mental health support by staff 
provides him with somewhere safe to stay. 
michael is able to go out during the day if  
he wishes and mental health service staff 
visit and they may go out for a coffee or to  
a movie. michael contributes financially to  
the cost of the accommodation, as he does 
at home with anne, and by this contribution 
michael feels responsible and empowered 
about making his own decisions. next steps 
will be to encourage michael to join in group 
programs where possible.  

Sally and Mary

Sally is a teenager studying for her vCe and 
she wants to go to university at the end of 
her schooling. She is also her mother’s carer 
as mary suffers from a mental illness. For 
Sally this has meant the taking on of key 
responsibilities at home alongside providing 
support for her mother. earlier this year mary 
was injured in an accident, which meant 
more responsibilities for Sally. this started  
to become too much for her and Sally told 
her mother she was thinking of moving out  
of home. 

this made mary realise how much stress 
Sally had been under and she contacted the 
respite worker. after careful assessment and 
consultation the flexible respite was made 
available to pay for Sally’s yearly school bus 
pass, some movie tickets for her and a gym 
pass all of which helped her to manage her 
complex role. However, initially and more 
urgently, mary was able to get away for a  
few days which allowed Sally to have an 
important break for this period. an 
experienced mental health worker took  
mary to echuca to stay for a few days and 
regularly contacted her while she was there. 
the worker was also available by phone if 
mary needed urgent help. 

an experienced young female mental health 
worker now has a set appointment with Sally 
every fortnight to do some fun things 
together such as going to a movie, having 
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coffee etc., activities that allow Sally an 
opportunity to offload, relax and ‘just be 
herself’. Circumstances are now feeling  
more stable and manageable for Sally.  
She is managing her schoolwork and is 
hoping to get a university place in the future.

What makes loddon Mallee flexible 
Respite Service work?

Flexible respite meets both the needs  
of the carer and the care recipient, matching 
staff with the care recipient in terms of 
personality, interest, age and gender.

the elements of success in the Flexible 
respite program include:

1. the significant knowledge and 
experience that resides with the 
managers in terms of understanding 
mental illness but also their knowledge  
of the geographic area and the services 
and supports available.

2. the comprehensive assessment of the 
carer’s and care recipient’s wishes and 
needs. very often there is an easy fit 
although sometimes there is a clash 
between the expressed wish of the  
carer and care recipient. Where this is 
the situation suitable solutions have in  
all cases been found, they have just 
taken a little longer and required a  
little more creativity. the thorough 
assessment involved also offers an 
opportunity, in many cases, to give  
carers pertinent information and put 
them in touch with other useful  
services they haven’t known about. 

3. the availability of experienced mental 
health staff that are sufficiently flexible  
in their capacity to work in a range of 
settings, varied hours and to provide 
skilled individualised support. 

4. development of a pool of experienced 
casual staff with the capacity to directly 
provide respite care or to provide backfill 
in the Whirrakee team to enable more 
experienced staff to deliver the direct 
respite service to the care recipient. 

Conclusion

the Service has been very busy working 
across the breadth of the loddon mallee 
region, and many hours of respite service 
have been delivered. 

the considerable experience of the  
respite team and their ability to draw on  
other workers from the Whirrakee mental 
health team, a group of casual mental  
health workers as well as other services  
in the region combines to make available  
a great pool of experience and resources.  
this combined with the foundation of 
strengths–based practice fits well with the 
expressed purpose and challenges of the 
Flexible respite program. offering flexible 
respite is, in many ways, the juice that fires  
up the these workers — the challenge and 
satisfaction of working with carers and care 
recipients to explore what will work for  
them while sustaining respect, fairness  
and accessibility.

our future goal is to make 
connections with carers and 
community groups in the more 
rurally isolated areas of the 
region. many of these carers  
will not be aware of the 
opportunities that can be 
available. our commitment is  
to enable access for carers  
from across the loddon  
mallee region to enable  
them to continue their  
vital role as carers. 
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peer support is a valuable commodity in every aspect of a person’s life. 
in the area of mental health it can make all the difference in the world. 
that’s why the mental illness Fellowship of Wa (miFWa) chose to 
expand their successful peer support education program from perth  
to several regional areas when funding to do so became available.

the peer support education program, known as Well Ways, trains carers 
to become facilitators. once they have completed their training they are 
able to help other carers. as Samantha Harris, a development officer  
for miFWa points out, ‘sometimes carers and families can get frustrated 
with professional people. these professionals are doing their job but 
they may use labels that imply blame or give advice without empathy and 
understanding. But when advice or a suggestion comes from someone 
who has actually lived through a similar situation, who has had to call the 
mental health emergency services on the weekend and is living with 
mental illness issues day to day, the carer is usually more receptive. ‘ 

intervieW WitH SaManTha haRRIS By nIColaS BRaSCh

Where there’s a well 
there’s a way
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the decision to expand the Well Ways 
program, rather than fund some other type  
of respite program, was three-fold. First, 
miFWa had a successful model to work  
from – Well Ways was originally established 
by mental illness Fellowship victoria. Second, 
agencies in the targeted regional areas had 
relationships already in place with those  
in need of such assistance. they were 
already providing services to them. and  
third, the program had the opportunity to  
be self-sustaining, or at least require  
modest funding, after the current funding 
arrangements ended.

Carers and other family members require  
all sorts of assistance and respite services. 
time off for shopping or just enjoy a break 
are valuable. But, as Samantha explains, Well 
Ways is all about providing information and 
education. ‘the traditional sort of respite, 
such as that which enables a carer to have a 
couple of hours to do their shopping or even 
have a weekend away is important. However, 
there’s been a shift towards recognising that 
providing carers with information, education 
and peer support can be very empowering 
and can be a very worthwhile form of respite.‘

Samantha was keen to elaborate. ‘carers are 
in a variety of roles and positions. they might 
have been caring for someone for only 12 
months following a first episode of psychosis, 
or they might have been caring for somebody 
with bipolar disorder for 15 years. and while 
they’ve learnt some skills along the way, 
without some basic information and 
education it’s very easy for them to get 
frustrated with the person they’re caring for. 
it can become a matter of, “Well, why you 
won’t just get out of bed?” or “Why can’t you 
keep a job?” they’re sort of torn between the 
frustrations of their caring role and struggling 
to understand the person’s illness.’ 

under the Well Ways program, carers are 
educated using the biopsychosocial model. 
‘We explain causes around mental illness,’ 
says Samantha. ‘and every time we talk 
about causes we show how people seek 
recovery. We talk about basic brain functions. 
So family members start to say, “oh, i get it”, 

and “So this is what’s happening when 
someone’s paranoid”. the increased 
knowledge also gives them the confidence  
to understand what they’re dealing with  
in a very practical sense.’ this transfer  
of knowledge is important. the fact that  
it comes from a facilitator who has  
‘been there/done that’ makes it even  
more valuable.

the three regional areas into which Well 
Ways has been extended are esperance, 
Busselton and Bunbury. in each of these 
locations, the program is being managed  
by an existing service provider, in partnership 
with miFWa. in esperance, the agency is  
the Bay of isles outreach (BoiCo).  
in Busselton it is lamp inc and in  
Bunbury it is pathways 92. 

For miFWa, these relationships with the key 
agencies are proving invaluable. as 
Samantha explains, ‘our partners know their 
areas. they’ve had contact with many of the 
carers, and are able to problem solve respite 
issues that arise.’ they also offer flexibility. ‘i 
went down to esperance,’ says Samantha, 
‘just to help introduce the program to the 
carers and the other service providers in the 
area. i was talking to the carers asking if 
Saturdays were okay for them to do the 
program. a few of them said, “but what about 
the person i care for?” the program 
coordinator from that area immediately piped 
up with, “that’s fine. We can open our centre 
up on a Saturday so that you can drop them 
off.” Because we’re using the agencies in the 
area, that sort of problem solving means that 
barriers or obstacles stand a much better 
chance of being overcome.’  

So far the facilitators are all perth-based. 
they travel to these regional areas to 
facilitate the programs and speak to and  
help the carers. the main reason that many 
of the sessions will be held on weekends is 
because these facilitators work during the 
week. While most started off as volunteers, 
the recent funding means that they currently 
receive some payment. 

miFWa is hoping that some of the 
participants in the regional programs will 
themselves go on to become facilitators. 
However, there are a couple of obstacles  
for carers participating in regional programs, 
such as population. there is obviously a  
far smaller pool from which to recruit 
participants than there is in metropolitan 
perth. another second obstacle, according  
to Samantha, is, ‘the stigma surrounding 
mental illness in country areas. people might 
not necessarily want to identify themselves 
as a carer of someone with a mental illness.’  
the process of training carers as facilitators 
involves three day facilitator training  
once they have participated in a Well  
Ways program. 

any metropolitan organisation considering 
setting up pilot programs in rural areas 
should take heed of Samantha’s observation 
that, ‘the agencies appreciated that we were 
travelling to them, that we weren’t expecting 
them to come to us. they told us that  
they really appreciated what we were 
bringing them and that we were investing  
in our community.’ 

the beauty of a peer support program  
such as Well Ways is that it can go on to be 
replicated in other areas in much the same 
way as it is currently being established in 
esperance, Busselton and Bunbury. initially, 
due to the remoteness of these communities, 
significant financial resources are required. 
However once the programs are established 
they do not require massive financial or 
physical resources. it requires carers who 
have the desire and commitment to train so 
that they can help others in similar situations. 
and many carers have just those qualities 
and capabilities, as is shown by those who 
have already become Well Ways facilitators. 

intervieW WitH loRRaE loUD By nIColaS BRaSCh

the unfortunate fact about caring for someone with a mental  
illness is that it’s a 24/7 job. and incidents that result in a carer  
needing assistance can occur at any time. However, in many parts  
of australia, particularly remote areas, services cease operating on 
weekends, plunging many families into 48 hours of darkness and 
trepidation. it was the knowledge that the town of Busselton was 
in this situation that prompted lamp inc. to apply for funding to  
provide weekend respite and other assistance. 

lamp inc. is a community based, non-government, mental health  
support service that was established in Busselton in 1996. lamp  
inc’s Chief executive officer, lorrae loud says that since that time,  
the organisation has been ‘slowly, but very successfully, moving across 
the services at the lower southeast of Western australia.’ lamp inc. 
works with consumers in their own home on a one-on-one support basis, 
as well as at a central base where they have structured centre based 
activities, education, and training. this centre is flexible enough to allow 
for drop-ins during opening hours. among the services and activities 
provided are carer support services and counselling, library resources, 
and training and information workshops. lorrae points out that  
lamp inc. ‘also runs the community education programs where  
we work with ambulance officers, police officers, and teachers and  
students in schools in a myriad of different information workshops,  
and awareness raising and early intervention sessions.’

open for business
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lorrae describes what it was like  
before the funding enabled lamp inc. to 
provide the Busselton area with weekend 
carer respite services. ‘even though 
Busselton is quickly becoming a very densely 
populated area, we had the situation where 
people were engaging with the services on 
the Friday and then on the monday morning 
staff would come in and find that families 
had faced some sort of crisis over the 
weekend and things were worse than they 
had been on the Friday. there were no real 
alternate services on the ground even though 
we’re in a growth area, so consequently 
families were struggling, especially families 
that have worked a week and then come 
home, and then the whole cycle would start 
again Friday night and into the weekend. 
they were in crisis. So we recognised a  
need for that seven-day-a-week service  
that supported people through that very 
vulnerable weekend time.’

it was not just this gap in weekend  
services in Busselton that lamp inc. 
recognised as needing to be filled. the 
FaHCSia funding has also enabled the 
organisation to provide its successful 
centre-based consumer program three days 
a week in the Bridgetown/manjimup area. 
this was an area that was previously devoid 
of all sorts of support but that now has a 
centre open three days a week. in addition, 
lamp inc. has established links with its 
margaret river drop in centre so that a carer 
respite service is now available there two 
days a week, this service complements it’s 
existing Carer counselling, education and 
training service in the area and provides 
pathways to other community services  
for carers. 

lorrae proudly explains how lamp inc. 
overcame one of the main hurdles in 
engaging consumers in the available  
services in the Bridgetown area. ‘one of  
the drawbacks of living in such wonderful, 
beautiful country areas is the fact that you 
don’t have things like buses and trains, so 
part of our service involves travelling out and 
collecting people, bringing them in and then 
taking them back. this takes a lot of 

pressure off families who may be running 
farms, or have to rely on someone else to  
get away. So we’ve been able to provide a 
round circuit pickup for those that need it 
and that in itself, in a country area where 
there isn’t anything, is a huge advancement.’

those working in the health sector in 
australia’s major cities may wonder why  
it has taken so long for the penny to drop –  
for services to be available for all. However, 
as lorrae explains, ‘we’re working against  
a recent history of everything being 
regionalised. everything’s been put in big 
centres with people being told, “oh, look, 
you’ve got it in the region.” and that’s great  
if you happen to live in the hub of one of 
these regions, but those in farming 
communities could just as well be a million 
miles away.’ in addition, the lack of consistent 
local faces has made these potential 
consumers wary of what’s being offered. 
‘they want to know that there are 
experienced, qualified people close by on 
whom they can call. they don’t care if you 
have got good qualities and strategies if 
you’re 50 or 100 or 300 kilometres away. 
they want faces they recognise and trust.’ 
lamp inc. is working hard to provide training 
so that as many of these areas as possible 
are serviced by locals. 

apart from recognising the obstacles  
that carers and other family members  
have faced in these regions, lamp inc.  
also acknowledges the different paths that 
have led people to seek out respite and other 
services. lorrae stresses that their programs 
have a large degree of flexibility to take into 
account the many differing situations. ‘it 
would be wonderful to be able to say that 
everybody has a recovery program that 
quickly sees them running to clockwork,’  
she says, ‘and that everybody reaches their 
optimum levels of satisfaction. But no. We  
do have people with us that are on a lifetime 
journey. Some of them are at the older end  
of the scale – they’ve come through years  
of a psychiatric system that probably wasn’t 
as finely honed as we like to think it is today.  
So there have been a lot of years where 
there hasn’t been effective services or 

treatments for them and consequently 
it’s going to be a much longer road back for 
them than others. they’ve lost a lot of things 
like their independence, their communication, 
their confidence in the community. We have 
quite a few people that have spent their 
entire lives on the family farm. mum and  
dad have built them a house on the property 
and looked after them and now mum and 
dad are 80-plus and these people are 50 
and the reality is they have not really ever 
come off the property, but now mum and  
dad want to sell the farm. So that’s a whole 
new lifestyle for people to actually come to 
terms with, to move into towns, move next  
to close neighbours, and deal with issues 
that they’ve never had to deal with before.’ 

there have been several achievements 
already that lorrae is particularly proud of, 
including the case of one former consumer 
who had a lot of drug and alcohol issues and 
was very withdrawn and low on confidence. 
She is now employed on a contract basis 
with lamp inc. to run art groups and is 
seeking out ways to resume studying to 
become a teacher. 

But when asked about her proudest 
achievement, lorrae singles out the  
success of the Bridgetown group. ‘When  
we first suggested it going back a few years 
ago most of the local clinicians and others 
said things like, “oh, it sounds like a great 
idea but we’re sure no one’s going to be 
interested.” But you go over there any day 
now and you’ve got 15 to 20 people there 
and you’ve got consumers who said, “i don’t 
think it’s for me”, who are now there at five to 
nine tapping on the door, “don’t you be late, 
i’m here.” it’s become something that’s 
allowed real pride and ownership in the area. 
it has resulted in a real bonding in the area 
and from little acorns it’s really grown from 
one or two people saying, “i might come in”, 
to, as i said, 15-plus people on any given  
day.’ now that’s worth crowing about. 
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