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currently running a peer support program for people who have experienced sexual
assault in inpatient units.

9 With the Federal Funding, VMIAC engages in advocacy work around the National
Disability Insurance Scheme (NDIS). This work involves person-directed advocacy. We
support consumers in- appealing decisions made in relation to access or packages
under the NDIS. We also educate the community on how to get access to the NDIS and

support consumers through the process through peer support groups.

10 We also engage in community education. We advocate and raise awareness in
community and professional settings. This includes attending and presenting at
conferences and other forums on consumer perspectives and engaging in health
promotion activities such as Mental Health Week and human rights promotion such as

our recent Seclusion Report.
The role of consumer and carer workers in mental health services
Victoria

1 There are two principal roles in the lived experience workforce: consumer and carer
consultants, and consumer and carer peer support workers. These are all formally

recognised roles, where the person is employed (and paid) to perform the role.

12 The role of consumer consultant has existed since 1996. It is a systemic advocacy role
that is embedded in clinical mental health services. By embedded, | mean that the
positions are required to be filled in clinical services by the State government and
cannot be outsourced. The role involves using information received from consumers

who use a service, to advocate and implement change within that service.

13 The demands on the consumer consultant role have grown exponentially over time.
Initially, a consumer consultant role involved speaking to consumers and management
of an organisation, and the consumer was employed to do this for two or three days a
week. Now, in addition to speaking to consumers and management, a consumer
consultant role involves work in committees, accreditation, education, running advisory
groups and a whole range of other activities, but for the most part the consumer is still
only employed for two or three days a week.

14 Carer consultants were first employed in 2002, At that time, carer consultants often had
a strong focus on peer support, that is, carers providing support to other carers.
However, over the last 17 years, carer consultants have been moving more into the
systemic advocacy space, and advocating for systemic change from the carers’

perspective.
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19 Newer roles that are emerging include consumer policy advisers in government and
consumer team leaders. However, these roles are rare. There are also roles emerging
for consumer academics. This is a positive change because consumer perspective
workers view mental health systems, issues and opportunities through a very different
lens to other workers. For example, psychiatrists are focused on the body and the brain,
occupational therapists are focused on participation in everyday life. Consumer workers
are focused on the lived experience of mental and emotional distress and the
experience of profound power imbalances. This means we bring very different, value-
added ideas for good practice and reform. Consumer perspective work needs to be
recognized as a discipline, separate and distinct from other work. It is a job that
increasingly is seen as a career option for people, but it currently has a very flat career
structure. Positions in government, leadership and academia all support the growth of
the discipline. Specifically, academic positions are needed to grow and develop the
understanding of the work as well as the theoretical background that supports the

continued development of consumer perspective work.

20 While | support consumer peer support workers and think they are an important role for
consumers, that is not the only role that consumers are capable of performing. In my
experience, there is a tendency for consumers to be directed towards consumer peer
support worker roles, without an understanding or grounding of the principles of

consumer work more broadly.
Other jurisdictions

21 In relation to other jurisdictions, Victoria is doing poorly. Victoria was the first
government that had an experienced declared consumer in a dedicated policy position,
that is, a senior policy advisor in the Department of Health. We are now the only
jurisdiction that doesn’t have an experienced declared consumer in a policy position. In
New South Wales, it is my understanding that most services have some form of

consumer consultant role.

22 I also know that Western Australia’s peak consumer organisation, Consumers of Mental
Health Western Australia (COMWHA), delivers training and support to approximately
300 peer support workers each year. Most training in Victoria is not coordinated or
accredited in any way. There are examples of training being developed and conducted
by people who are not consumers. A survey of consumer and family/carer workers
indicated that training about roles and perspectives that is grounded in the consumer
movement is urgently needed. Additional training would include: strategic thinking and

management, influencing change and systemic advocacy skills.

23 Overseas studies have established that stand-alone peer delivered services have a

huge impact on consumers’ need to access services. In cities where there are a lot of
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determinants and community-led responses and the importance of putting consumers’
views ahead of others.

28 VMIAC hears consumers speak about the State and Federal divide being quite
disjointed and issues relating to geographical catchment areas. Catchment areas do not
exist for other health services, and this is a point of discrimination against people with
mental health challenges.

29 The impact of fragmented services is increasing distress. Having a system that is
disjointed across the State and Federal governments means there is a high level of
confusion about what services people are eligible for, which creates further distress for
people experiencing mental health challenges and emotional distress.

30 There is a lack of coordination between many services, for example child and family
services and mental health services, as well as carer support organisations and
consumer services. The NDIS has also pushed people further away from being able to

access the supports that they need.
What could be done to improve access and navigation of mental health services?

31 We need to give people who are in the system and those who are not in the system
more options, including specialist services that respond to trauma, alternative
therapeutic approaches such as counselling (distinct from a psychologist who still works
from an illness model), peer support services and health and wellbeing services that

include physical health outcomes.

32 If the system were better able to respond to people’s distress then there would be less
of a need for navigation of the system. VMIAC's submissions make clear VMIAC's view
that if services were more focussed on human rights, we would have more humanity
and if we had more humanity we would have less harm. Anecdotally, VMIAC often
hears stories of discrimination affecting consumers’ access to services, for example an
individual with a diagnosis of borderline personality disorder is less likely to receive
access to services than an individual with a diagnosis of schizophrenia. We argue
strongly that ineffective and often compulsory services cause increased mental and
emotional distress.

Engagement of consumers in the management of mental health services

33 | believe that services would be improved if governance requirements of any publicly
funded mental health service required equal governance by consumers. That is,
someone employed at the same level as the clinical director or operational manager

who is a consumer. | also consider the involvement of consumer expertise in research
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and evaluation of services to be highly important. There is evidence of the impact that

consumer expertise can have in the evaluation of services.*

34 While at Monash Health, | was in a position that was equal to all other senior managers
in the mental health program. In that position, | was able to make significant changes.
For example, in relation to the design of new inpatient units in Dandenong, | worked
with our consumers and successfully advocated for the reduction of seclusion rooms,
inclusion of en-suites, person controlled locks on doors and single loaded corridors.
This was important because it meant that every room had a window to the outside and

when you came out of your room you saw the court yard.

35 This model of management starts to address some of the principles of co-production,
that is: starting to right some of the power differentials that traditionally consumers and
even workers experience in services. There is a huge power differential implicit in the
Mental Health Act, as a psychiatrist can make decisions about you based on what they
assess to be your capacity and that feeds down right through the system. So as soon as
you become a declared consumer in any sort of role, you start to be treated through that

lens.

36 This work is really important — | do it because | know that this change needs to happen.
Most people working in this space take on this work because we’ve had really awful
experiences and we want to make it better. It is highly important that the views of
consumers are acknowledged and brought into every level of decision-making —

‘nothing about us without us.’

37 Having consumer-delivered and consumer-led services would show a commitment to
true reform that will push services to be more innovative about what they deliver.
Services can be restricted in their thinking when you ask them to come up with
something that’s really innovative — they tweak around the edges of what's currently
there. But if more peer delivered, consumer delivered services were available to people

it would force clinical services to change.

38 Other suggestions for reform.and focus for the Royal Commission are outlined in the
VIMIAC submission.

* (2001) The Essential U&! — A one-volume presentation of the findings of a lengthy grounded study of whole systems
change towards staff-consumer collaboration for enhancing mental health services (ed.), VicHealth, Carlton South,
Victoria.
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