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Acknowledgement of Country

We acknowledge the Traditional Custodians of the unceded 
lands that each of us is joining this meeting from today. We 
recognise the continuing sovereignties of all Aboriginal and 
Torres Strait Islander Nations.

We pay our deepest respects to Elders past and present and 
extend that respect to any First Nations people here today.

We acknowledge that the colonisation of Australia has come at 
a deep and ongoing cost to the health and wellbeing of 
Aboriginal and Torres Strait Islander communities. We are 
committed to shaping a health system that supports self-
determination.
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Acknowledgement of Lived and 

Living Experience

We acknowledge the individual and collective expertise of 
people with lived and living experience of ill health, harm and 
recovery.

We recognise people with a lived experience of trauma, 
neurodivergence, disability, family violence, mental ill health 
or addiction, their families, carers and supporters.

We honour the courage of those who share this unique 
perspective and their contribution as equal and active 
partners in health system transformation.



Consumer Engagement in Health Research

Consumers as research funders, users and beneficiaries 
– fundamental right to meaningful involvement

Contribution beyond subjects and participants to 
improving the quality, outcomes, relevance and impact 
of research 

In partnership at every stage and in every type of 
research

Everybody’s business – consumer engagement practice 
as an essential skill for every researcher; supporting 
systems and infrastructure in every research institution



Today

• Set the scene

• A note on language

• Origin story and the evolution of consumer engagement

• HIC – who we are, what we do, where we’re heading

• Meaningful engagement as wholehearted disruption

• Principles guiding this work

• The call to action

• A discussion



Language matters

Language is a powerful tool. No single set of definitions 
can describe how every person experiences their 
health and wellbeing, or how they define themselves. 

We acknowledge the diversity of preferences and know 
that not everyone will agree with the terms we have 
chosen. It is always our intention to be inclusive and 
respectful.



The terms we use

Consumers – People with lived and living experience of 
health conditions, care, harm and recovery including 
carers, family members and supporters.

Community – People with an interest in improving the 
health system, including potential health service users 
and volunteers.

Engagement – Working with consumers and 
community members to listen, collaborate, partner, 
inform and create change.





Back to the future

• No representation of the public voice in the policies or 
institutions of health

• For the benefit of:
• individual consumers needing care
• interest groups
• public interest 

• How we organise, fund and provide health care and deal with 
the social conditions that affect people’s health

Community 
Health Coalition

HealthWatch
Health Issues 

Centre



…to 2023

• Much evolution in the field
• Partnering with consumers:

• Standards
• Guidelines
• Funding requirements
• Conference presentations

• From:
• Ladders of participation



…to 2023

…To:
• Internationally 

recognised spectrum of 
participation



…to 2023

…To:
• Coproduction

Kelly Ann Karcher. (2020). Beyond Sticky Notes: Doing Co-design for Real. Figure accessed at: 
https://www.beyondstickynotes.com/what-is-codesign

https://www.beyondstickynotes.com/what-is-codesign


The science and…the art

Power

Influence

Agency/Voice

Psychological safety

Bias 

Privilege

Culture/norms  

Marginalisation/disadvantage

Accountability

Getting comfortable with disruption









Consumers and community members 

• Listen to and explore consumer 
and community needs, 
experiences and views 

• Empower and support 
consumers to find their voice, 
grow their agency, draw on 
their strengths and participate 
meaningfully 



Staff in related sectors 

• Grow individual capabilities in 
consumer and community 
engagement



Organisations in related sectors 

• Support organisations to 
embed meaningful and 
transformational 
engagement in their practice



Our priorities: FY24 - FY29

1. Strengthen our foundations – Grow our financial health, build 
our organisational capacity and capability and live our values.

2. Extend our reach – Build our profile as thought and practice 
leaders, promote our services, improve accessibility to our 
programs and demonstrate our impact.

3. Partner for impact – Build lasting relationships with 
organisations and groups that share our vision.

4. Grow our community engagement – Deepen and diversify our 
relationships with community groups and individuals to sustainably 
connect with and amplify diverse, unheard and least-heard voices.



Launch of new programs

• Build on successful pilot initiatives
• Build capabilities and leadership across the state:

• Consumer engagement practitioners
• Consumer partners

Victorian Health Consumer Partners Programs:
Statewide Network

&
Group Mentoring Program

Victorian Consumer Engagement Practitioners 
Network 



Other HIC Programs and Services

• Facilitation of annual review of consumer engagement 
and priority setting process

• CAC evaluation support
• Development of consumer engagement strategies and 

implementation plans
• Bespoke training programs
• Coaching support
• Facilitating community consultations
• Codesign services
• Consumer recruitment and payment support



Consumer Engagement as wholehearted disruption



Consumer Engagement as wholehearted disruption

ACTIONINSPIRATION

MEANING



The principles underpinning our work

We are authentic – We are transparent and open. We 
live our values by embedding consumer and 
community engagement into our practice.

We partner – We develop lasting relationships based 
on mutual trust, respect and collaboration. We enable 
people to participate safely, wholeheartedly and as 
equals.



We are holistic – We recognise the diverse mix of 
individual characteristics, behaviours and cultures that 
make us human, and how physical, social and economic 
environments affect a person’s health and wellbeing.

We advocate for equity – We know that personal 
agency and access to the resources and opportunities 
required to achieve and maintain good health are not 
available to all. We seek to understand, acknowledge 
and address these barriers.

The principles underpinning our work



We listen – We hear and value the thoughts of every 
person with whom we engage, especially those who 
are least heard or unheard.

We are always learning – We are continuously learning 
and honing our craft. We learn from our mistakes and 
bring a growth mindset to our work.

We are accountable – We take personal and collective 
responsibility for our words, actions and results.

The principles underpinning our work



Consumer Engagement in Health Research

Meaningful consumer engagement IS:
• Planned ahead and with consumer partners 
• Early, ongoing and iterative
• Embedded into core practice 
• Resourced – time, energy and resources
• Supported – timely briefing, debriefing, enabling 

participation
• Inclusive – will require effort, thought and trusted 

engagement
• Paced – build trust and mutual understanding –

learning together and about each other’s world
• Fit for purpose – beyond buzzwords, recognising 

limitations where they exist



Consumer Engagement in Health Research

Meaningful consumer engagement IS:
• Curious and reflective – help me understand, how 

could I have done this better, what’s the lesson?
• Safe – power balances and biases acknowledged, 

accessibility needs understood and catered for, 
expectations/group norms co-created, issues 
addressed in a timely and respectful way

• Reciprocal – mutual benefit
• Responsive – close the loop
• Informative – learning, building insight, growing 

skills
• Transformative – change what you do and how you



The call to action

Sector – enable practice, change the rhetoric
• Leadership
• Systems, structures, norms and standards
• KPIs, evaluation of engagement as a measure of 

success – institution and individual levels
• Consumer engagement as BAU for all
• Commitment to building capability and enabling 

practice
• Funding support to enable early engagement
• Advocacy for sector wide changes and funding 

reform to enable meaningful engagement



The call to action

Health Issues Centre – enable, support, partner
• Grow capability
• Inform practice – tips, strategies, tools, templates, 

education, frameworks
• Support recruitment
• Partner to deliver and evaluate engagement 

activities
• Advise on methods
• Build lasting relationships with a mutual 

commitment to evolving practice
• Advocate for sector level reform



The call to action

Individuals – embrace, model, learn
• Embed consumer engagement as with other 

expected part of practice – mentoring, peer review
• Recruit a consumer mentor
• Step into the courage zone with an open heart and a 

growth mindset – ask if you don’t know
• Commit to trial and error
• Be part of the change we need to see
• Contribute to institution and sector-level reform



Reflections

• What’s one key message you take away from today?
• What change are you going to make to your 

practice?
• What support do you need?
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