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Thank you to the Greater Metro South Brisbane Medicare Local and South Brisbane 

Partners in Recovery  for creating this opportunity for consumers to share our voices and 

be a part of creating positive change to mental health systems. 

 

 

Thank you to all of the extraordinary people who shared their voices, time, energy, and 

passion with us at the forum. 
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SUMMARY 

In March 2015, The Brook RED Centre, a peer-operated community mental health organisation, in 

partnership with the Greater Metro South Brisbane Medicare Local held the Change the Way 

Forum.  The forum was attended by 116 individuals, 91 of whom specifically indentified as having 

used supports and services provided through the community-based and clinical mental health 

system (mental health consumers).  The forum focused on identifying how mental health 

consumers can be engaged as active participants in creating a better and more responsive mental 

health system.  The forum was made possible through funding provided by the Greater Metro 

South Brisbane Medicare Local which is funded by the Australian Government to lead the Partners 

in Recovery (PIR) program in Metro South Brisbane.   

The forum took the form of a morning plenary workshop and three concurrent afternoon 

workshops.  The plenary session focussed on Advocating for Ourselves  (consumer self-advocacy) 

and concurrent sessions focussed on Developing a Consumer Advisory Group, Designing a PIR 

Consumer Satisfaction Survey, and the Power of Peer Connections.  Reports on each of these are 

provided in this document. 

Consumers in attendance at the forum expressed a high level of interest and commitment to 

working toward systems change and felt that they could provide tremendous value if they are 

appropriately engaged.  When we asked consumers what they want from the mental health 

system three themes emerged; these were: 

 To be heard, respected, and in control of our own recovery; 

 To have opportunities to build personal capacity to contribute to creating a better system; 

and 

 To have more opportunities to connect with peers. 

 Recommendations for future are to: 

1. Establish and independent advisory group that provides an experience-led perspective. 

2. Encourage voices and opinions from the whole of our community to be taken into 

account. 

3. Support us to build our capacity so that we can contribute to the best of our ability. 

4. Implement the satisfaction survey we’ve designed into services. 

5. Hold a forum designed to engage those of us who come from culturally and linguistically 

diverse backgrounds because we want to be part of the change, too. 

6. Support us to meet on a more frequent basis, so that we can be an ongoing part of the 

systems change conversation. 
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BACKGROUND AND PROCESS 

The Metro South Brisbane Partners in Recovery (PIR) partnership led by the Greater Metro South 

Brisbane Medicare Local (GMSBML) is committed to improving system responses for people who 

experience mental illness and understands that this will not be possible to achieve without the 

guidance of consumers themselves.  The Change the Way Forum was held in order to help 

identify priority areas for action within the Metro South PIR partnership and to provide and 

opportunity for consumers to share ideas and knowledge with one another.  Brook RED is a peer 

operated service, meaning that all of its employees are people with a personal experience of 

mental health recovery.  Brook RED was selected to host the forum because of its unique 

understanding of engaging consumers to play a role in shaping responses to mental illness. 

The matter of consulting with consumers about how mental health systems can be made more 

responsive is a very large piece of work and in acknowledgement of this, the Change the Way 

Forum was designed to gather information about how to best engage in future consultation with 

consumers.  Based on previous consumer consultation undertaken by the GMSBML and Brook 

RED in 2014, it was decided to focus workshops on themes that consumers had identified as 

being most important.  The themes consumers had identified were: 

1. Being able to clearly articulate what  we want – this theme was explored in the 

Advocating for Ourselves workshop ; 

2. Exploring consumer advisory groups as a mechanism for informing and influencing change 

– this theme was explored in the Developing a Consumer Advisory Group workshop; 

3. Measuring our satisfaction on our terms – this theme was explored in the Designing a PIR 

Consumer Satisfaction Survey workshop ; and 

4. Spending time with our peers so that we can strengthen our voices together – this theme 

was explored in the Power of Peer Connections workshop. 

This document reports on the approach and outcomes of each workshop, provides a list of six 

recommendations for future engagement of consumers in the discussion about mental health 

systems change, and briefly reviews feedback and learnings from the forum. 

 

 

 

 

 

 

 



   
  
 

5 
 

  

Advocating for Ourselves Workshop 

 

Indigo Daya started the forum off  with a presentation about her own personal story of recovery 

and the process of finding her own voice and learning to articulate what she wanted and knowing 

how to ask for it.  The workshop portion of her presentation shared a number of techniques that 

people can use to help define what it is we want from our mental health supports and services.  In 

particular, a focus was placed on translating emotions into language, a concept that resonated 

highly with consumers as we often find it challenging to communicate clearly when we are hurt, 

disappointed, afraid, or angry.  Groups of consumers then worked together to tell us what it is 

they want (in drawings and in words). 

 

 

 

 Attendees clearly identified three things that they want: 

1. To be heard, respected, and  in control of our own recovery, 

2. To build our own capacity so that we can contribute fully to creating a better mental 

health system, and 

3. To connect with our peers. 
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1. We want to be heard, respected, and in control of our own recovery 

 

 

   

 To be and feel understood 

 To make our own choices 

 To be able to discuss our despair, hurt, and pain and for that to be 

 okay and for others not to always try to reframe those things into 

 positives 

 To be allowed to be vulnerable without others taking that chance to 

 take control  
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2. We want opportunities to build our capacity so that we can 
contribute to creating a better mental health system 

 

 

 

 To be able to advocate for ourselves 

 To feel strong and brave 

 To know our own value and what we can contribute 

 Training opportunities 

 To have the skills to communicate our need 

 To know the things that workers know so that we can have useful 

 conversations where the playing field is level 
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3. We want opportunities to connect with our peers 

 

 
 

 

 To have more opportunities to get peer support (formal and informal) 

 To hear more of our peer’s stories and ideas 

 To have more forums where peers can come together to figure out 

 what we want and use our collective voices to get it 

 Opportunities to learn from others who have been there too 

 Peer mentoring 
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Developing a Consumer Advisory Group Workshop  

 

Introduction 
As part of the Change the Way Forum in March 2015, a workshop was held to look at the 

community’s ideas for an independent consumer advisory group in South Brisbane. The need for 

this workshop was recognised after a range of previous community consultations and forums 

brought this idea to the fore.  Consumers had identified their desire for a centralised group to 

provide a lived experience of mental illness that could ensure the community response to 

mental health is appropriate.  Likewise, a number of community organisations in the South 

Brisbane area had expressed a need for an independent group to help inform mental health 

service provision. 

 

A three hour workshop was designed to engage community in discussions around establishing a 

consumer advisory group in the South Brisbane area. The workshop aimed to: 

 Assess community interest in establishing a local and independent advisory group. 

 Identify a community response for a local and independent advisory group. 

 
Approach and process 

Approximately 30 people participated in a range of activities and facilitated discussions.  Ideas 

were brainstormed and then focused in on for rigorous debate. Much discussion was had about 

traditional models of consumer advisory groups that exist in Australia, and the need to ensure 

the response of this particular consumer advisory group would be localised, innovative and 

representative of the whole community. Some examples of questions posed included: ‘Should it 

be the voice of consumers only, or are there other members of the community we would like to 

engage?’ And ‘Does it need to be a defined group, or can it be a fluid entity that engages sectors 

of the community according to type of work it is undertaking?’ 

 

Workshop participants developed a list of potential purposes of such a group – THE WHY.  From 

three key purposes identified, an outline was drawn of how the advisory group could practically 

address those purposes – THE HOW, and who in the community would be best placed to do so – 

THE WHO. 

 

Brainstorming the purpose 
After gauging initial interest in forming such a group, discussions led to identifying what the 

purpose of such a group could be.  A number of potential purposes were identified:  

 

To encourage community connectedness: 

 To educate the general community about mental health related issues 

 To link community members to services and support people from falling through cracks 

 To encourage diversity 

 To provide an experience-led perspective 
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 To ensure that community needs are identified 

To advise: 

 To inform and advise on appropriate service delivery 

 To provide recommendations for policy implementation 

 

To advocate: 

 To advocate for policy reform 

 To advocate on behalf of individuals 

 To challenge existing services and programs 

 

Once this list was established, participants were encouraged to vote on the top three priority 

areas they would like to focus on for the rest of the session.  The group chose to focus on: 

 

1. Providing an experience-led perspective 

2. Advising on policy and advocating for policy reform 

3. Educating the community on mental health related issues 

 

Providing an experience-led perspective 
Participants identified that an experience-led perspective should form the basis of the consumer 

advisory group. 

 
How can we provide an experience-led perspective? 
People talked about how they would like to practically see South Brisbane provide an 

experience-led perspective. Suggestions fell under three categories: 

 

1. Using multimedia / technologies:  Employing a wide variety of technologies such as social 

media; webinars;  television; radio interviews 

 

2. Capacity building:  Encouraging skill development so we can share our perspectives; 

training courses; sharing knowledge  through peer support; providing regular meetings 

and information sharing opportunities; linking to the community; teaching practical 

strategies for recovery 

 

3. Sharing the lived experience: Increasing general community awareness; Inviting 

community/high power individuals into hospital to stay overnight; creating community 

linkages; conducting community education programs with the lived experience 

 

Who would be best placed to provide an experience-led perspective? 
Participants identified who they think might be best suited to carry out everything listed above: 

 People with  a lived experience 

 Possibly people with experiences of being carers, family members or sector workers 
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Advising on policy and advocating for policy reform 
Participants expressed their desire for the consumer advisory group to focus on advising and 

advocating on issues relating to mental health policy. 

 

How can we advise on policy and advocate for policy reform? 
People talked about how they would like to advise on policy and advocate for policy reform: 

 

1. Researching: Research best practice in order to inform policies; partner with and collect 

information from relevant groups including organisations and the general public; draw on 

existing research from academics or sector experts; identify existing policies, how they are 

used and measure effectiveness; conduct audits of organisations on the effectiveness of 

policy implementation 

 

2. Providing recommendations: Collate research and develop reports making 

recommendations; support recommendations through solid empirical research and 

statistics; support policy implementation through government and non-government 

organisations 

 

3. Advocating for policy reform: Seek representation on  ministerial advisory committees; 

liaise with politicians and other stakeholders for a whole-of-community response; target 

ALL levels of the community; target CEOs/business leaders to become activists; utilise 

media platforms 

 

Who would be best placed to advise on and advocate for policy reform? 
Workshop participants identified who they think might be best suited to carry out the tasks 

listed above and be part of the consumer advisory group. 

 

For the research component: 

 Gather information from all of the community; individuals, community leaders and 

organsiations 

 Academia (e.g. researchers, professors, consultants) 

 

For the provision of recommendations and advocacy: 

 People who have an understanding of policy 

 CEOs/Business leaders to become advocates 
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Educating the community 
People wanted to see more community-based education about mental health. 

 

How can we educate the community? 
People discussed the need to provide mental health educational opportunities to the following 

groups: the general public; people experiencing mental health challenges; community services; 

carers and family members. The education can be done by: 

 

1. Providing education sessions: Sharing the lived experience of mental health challenges; 

education sessions to doctors, sector professionals, school and tertiary students, 

workplaces and first responders; link with organisations already providing mental health 

education  

 

2. Providing information to inform community responses to mental health: Educating 

community organisations, services and sector professions to ensure responses to mental 

health service provision is appropriate. 

 

3. Having a community presence: Using social media; radio interviews and talk back; book of 

stories of the lived experience; presence in libraries; letterbox drops; stalls in markets and 

other public places; community forums 

 
Who would be best placed to educate the community? 
Participants identified those best placed to educate the community on mental health issues are:  

People with an experience of mental health challenges; carers; people of influence; and 

experienced educators. They identified the need to provide the education to the whole of the 

community.  
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PIR Consumer Satisfaction Survey Workshop 

 
 

Introduction 
As part of its role in PIR, Brook RED has been working on development of a consumer satisfaction 

survey to be used to seek consumer feedback about satisfaction with the service offered by PIR 

partners. Karen Wing from KW Consulting Group was engaged by Brook RED to develop the survey 

and a workshop was held at the Change the Way forum as a part of this process. 

   

Project objectives 
The project’s objectives were to: 

 Develop a survey tool to assess consumer satisfaction with the PIR service experience that 
focuses on the service experience rather than on outcomes achieved through PIR so that 
data collected via the assessment tool CANSAS will be complemented rather than 
duplicated; 

 Conduct targeted consumer consultation about the survey at the PIR Consumer Forum, 
Change the Way; and 

 Ensure the survey is readily accessible including that it is simple, short, can be delivered 
via Survey Monkey and be readily completed on a tablet or on paper.    

 

Development process 
The consultant used the following method to develop the survey: 

 Discussion with Brook RED of both the requirements for the survey and the results of their 
previous focus groups with PIR consumers; 

 Targeted research on relevant consumer satisfaction surveys; 

 Examination of work done by the Victorian Department of Health on development of a 
consumer experiences of care survey instrument;1 

 Conduct of two PIR consumer interviews to test ideas from targeted research and to elicit 
consumer stories for use in the workshop; 

 Design and conduct of a consumer workshop at the Change the Way Forum to ascertain 
consumer views about service satisfaction;2 

 Preparation of a draft survey for comment by Brook RED; and 

 Preparation of a final survey incorporating comments from Brook RED. 
 

Results of consultation 
Consultation occurred through both the two consumer interviews and the workshop at the 
Change the Way Forum. The interviews prompted consumers to tell their stories using questions 
reflecting a number of categories relevant to the service experience. The workshop asked for 
more precise feedback on specific topics from the same categories to identify what consumers 
saw as important about their service experience and to help prioritise the types of questions 
included in the survey. A brief summary of feedback follows: 
 
 

                                                           
1
 Victorian Department of Health, 2013 at http://www.health.gov.au/internet/main/publishing.nsf/Content/mental-pubs-n-conexp  

2
 The workshop conducted at the Change the Way Forum was attended by five consumers. While attendance numbers were lower 

than anticipated, the quality of feedback was high and so an additional workshop was not held.  

http://www.health.gov.au/internet/main/publishing.nsf/Content/mental-pubs-n-conexp
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Category Workshop feedback 
How I feel Workshop participants all emphasised this category. Assessing whether 

consumers felt respected and listened to were considered particularly 
important. 

Sharing my 
information 

Workshop participants saw sharing information as important. In particular, 
giving permission for personal information to be shared was important to 
consumers.  

Working 
together 
with staff 

The two areas workshop participants focused on most in this category were 
being treated fairly by staff and knowing how to complain. 

Knowing 
what is 
happening 

Workshop participants prioritised two areas from those suggested for this 
category: setting goals with staff and being kept in the loop. 

Making it 
easy 

Workshop participants prioritised meeting somewhere I can get to and 
meeting in a place that is comfortable. They did not prioritise bringing a 
carer to a meeting or using an interpreter as highly but this may have been 
influenced by the specific circumstances of workshop participants.  

Open ended 
questions 

Workshop participants responded positively to including the following open 
ended questions in the survey: 

 The best thing about Partners in Recovery is… 

 My experience about Partners in Recovery would have been better if… 

 The outcomes I got from Partners in Recovery are… 
Participants also suggested that an additional question along the lines of “Is 
there anything else you would like to let us know?” would be useful.  

 
Workshop participants also provided valuable feedback on how and when the survey should be 
administered: 

 Working one on one with a staff member was the preferred method of survey 
administration; 

 Using a tablet or computer or hard copy were also considered appropriate; and 

 Using email was the least preferred method;  

 Once or twice a year was considered to be the right frequency for inviting consumers to 
complete the survey; and 

 Workshop participants also felt that consumers should be able to complete the survey on 
an as needs basis, including when they are dissatisfied with the service they receive. 

 
Consumers also emphasised the importance of providing feedback on service improvements put 
in place in response to consumer views expressed via the survey.  
 
A copy of the survey can be found as an appendix to this report. 
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Peer Connections Workshop  

 

Introduction  
This workshop offered people who wanted an opportunity to connect and explore ideas with 

their peers.  Previous consultation with consumers had made it clear that less guided 

opportunities to connect with one’s peers are a priority for the consumer community and that 

these are an effective way to ensure that consumers get to say what they want to without 

feeling hemmed in by any particular agenda.  Approximately 30 people attended the workshop 

and to provide some light and flexible structure to discussions, we asked two questions which 

were explore in small and large groups: 

1. How is connecting with your peers important to supporting you to have input into creating 

a better and more responsive mental health system? and 

2. What are different and/or new mental health supports or services that you’d like to see 

tried? 

 

Why is it important for peers to connect? 
Attendees said that connecting with peers is important for 4 main reasons: 

1. There are unique qualities about being with our peers and these allow us to explore our 

ideas more fully because we feel understood: we offer each other empathy, hope 

immediate rapport trust, authenticity, no judgement, equal power and mutuality, an 

ability to be vulnerable without repercussions, and a sense of unconditional belonging 

that isn’t based on work role or education. 

2. If we can advocate as a group we can have more impact: as a group we can define united 

messages and priorities, have a much more powerful voice than we can as individuals, and 

change the system or create an entirely new one. 

3. Being with our peers helps our recovery: it is a healing experience to be with our peers 

because we know we aren’t alone and we know that if other people can keep pushing 

forward, so can we. 

4. We can learn from each other: when we are together we can upskill ourselves, teach each 

other, share stories and strategies for being heard, have so much more knowledge 

because we all have different backgrounds and know different things, and challenge each 

others ideas to make them even better. 
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What services, supports, and activities would we like? 
We would like to: 

 Have peers getting together to design and deliver a community awareness campaign 

about mental illness 

  Hold a walk or parade to help reduce stigma and promote pride in being someone with a 

lived-experience 

 

 

 Create spaces just for us, which are run by peers and are run by peers such as: 

 holding a mental health “schoolies” week and taking over an entire town for a 

week (this would mean that we would have a whole town where we are the 

normal people and those without a lived-experience are the different ones) 

 creating a mental health safe house run by peers where we can go to heal and 

work on our recovery; this would be somewhere that we could get help when 

we are really unwell but where we wouldn’t risk being “made involuntary” or 

put on a treatment order 

 creating a mental health resort in another country so that we can go there 

when we just need some time to work things through; there would be healthy 

food, activities like yoga and meditation, and an opportunity to be alone or 

with our peers – it seems like the programs designed for us are always 

focussed on preventing us from being ill but not actually helping us to be well. 
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RECOMMENDATIONS FOR HAVING OUR INPUT INTO SYSTEMS CHANGE 

 

Establish an independent advisory group that provides an 

experience-led perspective. 

The community in South Brisbane indicated much interest and enthusiasm in initiating a 

consumer advisory group that could meet community needs without the duplication of existing 

services.   An experience-led perspective should form the basis of such an advisory group and 

that consumers wish to be included and informative in the design of the mental health system.  

It is recommended that three priorities areas to focus CAG activities on be: advising and 

advocating for policy change, educating the broader community about mental illness, and 

advising from unique perspective gained through a lived-experience of mental illness. 

 

Encourage voices and opinions from the whole of our community to 

be taken into account. 

Consumers expressed a strong desire to have experiences of the whole of community heard and 

responded to when it comes to informing services and creating a community response to 

mental health.  Mental illness has many faces and a ‘fluid’ group membership was 

recommended, where individuals can contribute on a short, medium or long-term basis as 

appropriate. 

 

Support us to build our capacity so that we can contribute 

meaningfully to creating a better mental health system. 

Consumers identified the importance of skill development, sharing of knowledge, and peer 

support when helping to inform the design of the mental health system.  Having a quality 

mental health system is very important to consumers and they want to ensure that their 

contributions are well informed and can have the most impact possible.  Opportunities for 

consumers to understand the system, current policy, and how to lever change are critical. 
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Implement the satisfaction survey we’ve designed into the services 

we use. 

Consumers were very pleased to have the opportunity to create a satisfaction tool that 

measures quality on their terms and in a way that they are comfortable with.  It is 

recommended that the survey be used in all mental health services; where it needs 

modification to fit a particular service, it should be modified with consumers of that service 

and then implemented. 

 

Engage those of us who come from culturally and linguistically 

diverse backgrounds. 

Attendees identified that members of culturally and linguistically diverse (CALD) communities 

face additional barriers in having their input heard.  It is particularly recommended that 

translators and bicultural support workers be available to support CALD consumers to fully 

participate.  Future forums should be multilingual or offer specific multicultural workshops 

 

Support us to meet on a more frequent basis so that we can be an 

ongoing part of the systems change conversation. 

Being able to meet with other peers was identified as one of the main things that we want.  It 

is recommended that more opportunities be created to bring us together and allow us to 

develop and practice using our collective voices.  Forums are well liked and enjoyed as are 

smaller group opportunities. 
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FEEDBACK AND LEARNINGS 

Overall, feedback indicated that the forum was well received.  Of those who provided 

feedback: 

 

 

 

That said, there were a few suggestions about how we might improve things if we ran a similar 

event again: 

1. Change the workshop structure.  Concurrent workshops be shorter in length and 

repeated so that there is the opportunity to attend more than one.  Some attendees 

expressed that they were interested in having a say about all of the topics, but were 

forced to choose one and had a sense of missing out. 

2. Provide a chance to learn more about PIR.  Many individuals would have liked a stronger 

PIR support facilitator presence so that they could have met providers and learned more 

about the specifics of the PIR Program. 

3. Make the forum more accessible to individuals from culturally and linguistically diverse 

(CALD) communities.  A considerable amount of feedback indicated that we needed to 

attend more to the needs non-English speakers and to recognise the culturally specific 

nature of mental illness.   

  

  would recommend    
the forum to others 

97%    found the day 
inspiring 

94% 

  said topics were 
relevant to them 

91%    left the forum 
feeling more able to 
advocate for themself  

71% 
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Some suggestions for future consumer forums were to: 

 Follow on from this forum with an opportunity to workshop actions for change. 

 Take ideas that have come out of the forum and start working on the solutions. 

 Host workshops about alternative/complementary therapies (such as stress management 

skills, mindfulness, self-advocacy) and about latest treatments, particularly education on 

the use of anti-psychotic and possible side-effects. 

 Invite GPs and psychiatrists to the forum as speaker or on a Q&A panel. 

 

Some of the positive comments people made included: 

 PIR supports and networks are so helpful.  Thank you for today and all your work. 

 I now feel like change can happen!  

 Today was fun, friendly connecting forum. 

 The best day I've had in a long time! 

 Everyone was so welcoming! 

 I got a glimpse of a future I’ve been working towards for years, public speaking to raise 

awareness and help others manage life after diagnosis.  Thankyou. 
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APPENDIX – PIR CONSUMER DESIGNED SATISFACTION SURVEY 
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