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Acknowlegement of Country

We acknowledge the Traditional
Custodians of all the unceded lands
on which we wark and gather.

We pay our deep respect to

the Ancestors and Elders of
Wadawurrung Country, Eastern
Maar Country and Wurundjert
Country where our physical offices
are located.

We recagnise that colonisation has
come at a deep and ongoing cost

to the physical, social, spiritual and
emotional wellbeing of Aboriginal
and Torres Strait Islander People.
We are committed to learning and
growing as we work to decolonise
engagement practices that continue
to cause harm.

In supporting the self-determination
of First Nations communities, we
recognise the enduring strength
and expertise within community

to shape and sustain health on
community’s terms.

We honaur the role we have to play
in promating holistic models of
health, truth telling and elevating
First Nations wisdom.
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Acknowledgement of
Llved and Living Expertence

We acknowledge the individual and collective expertise of people with lived
experience of health conditions and related issues. This extends ta carers, supports,
family members, chosen family and kinship groups.

We honour the efforts people make to share their unique perspectives and recognise
these perspectives as essential in every effort ta improve health and wellbeing.
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Introductlon

Health Voices Victoria is dedicated to strengthening the engagement of
communities and people with lived experience in health and related sectors.

Whilst Health Voices Victoria is newly
established, it is connected to a long history.
Having evolved from the Health Issues Centre,
which was Victoria's peak organisation for
cansumer engagement in health for almost 40
years, Health Voices Victoria is now situated

tn Deakin University’s Institute for Health
Transformation.

The establishment of Health Voices Victoria
marks a new era for community and lived
experience engagement in Victoria.

Our Strategic Plan 2025-2030 serves

two purposes. Firstly, it tells the story

of community and lived experience
engagement, outlining the progress and the
prevailing challenges faced by arganisations,
communities and individuals warking to
elevate community voices. Secondly, it sets 3
clear direction for Health Voices Victoria as we
evolve our role in championing and supporting
the engagement of communities and people
with lived experience within health and related
sectors.
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We strived to ‘walk our talk’ in the
development of this Strategy - engaging,
listening and waorking to honour the insights
of over 200 people with an interest in
community and lived experience engagement.
Drawing on gathered insights, this Strategy
was co-designed by a committed team of
cansumers and practitioners wha shared
diverse perspectives, challenged thinking and
helped define our way forward (see page 18).

This Strategy was developed with multiple
readers in mind. They include the wide range
of organisations that share our passion for
community and lived experience engagement
as well as the many people with diverse

lived experience and caommunities wha are
interested in tmproving our health system.

Watch and (=] e m]
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The most important part of the Health

Issues Centre’s legacy to carry forward is

its commitment to genuine consumer and
community engagement. For decades, they've
empowered peaple with lived experiences to
actively shape health system improvements
and built the skills of engagement
practitioners across the sector. This approach
has been crucial in driving meaningful health
transformation.

Consultation survey respondent


https://go.healthvoicesvic.com.au/StrongerTogether
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The words
we've used

‘| don't see myself as 3
patient or consumer.....| just

want to be called a person:

and why

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 many terms that

are used to describe people and the roles
that they play, and that language and
preferences continue to evolve over time
tn the health consumer movement.

In our experience, each time a group of people
gather, strong views are expressed about the
terms individuals prefer ar, more commonly,
dislike - like the term ‘consumer” for example.
People attach different meanings to wards. There
are no right, wrong or adequate universal terms
for this work, but there are preferred terms that
have been adopted by different communities.

Umbrella terms such as patient and public
tnvolverment are used in the UK and USA and
consumer and community involvement or
consumer and community engagement in
Australia. The comman thread is a recognition

of two distinct groups: people with firsthand
experience af 3 condition or system (such as
patients or carers), and members of the general
public who may not have that direct experience
but still offer important community perspectives.

We respectfully acknowledge that people have
different preferences for words and terms. Where
possible, we define and adapt our language
chotices in different settings, in partnership with
the people we work with.

Although nat our preferred term, it's not possible
to work in the community and Lived experience
engagement space without using the term
consumer. When we say consumer, we mean
people who use, have used, tried to use or

may potentially use health services or health
information, and extend the definition to include
carers, supporters and family members.
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Co-design Team member

After deep thinking and discussion during the
co-design process, we have chosen words that
feel right-enough’ to describe our work at this
time. In this document, we refer to communities
and peaple with lived experience and we use
engagement and community and lived experience
engagement as umbrella terms.

Here's how we define these terms:

Lived experience

Peaple with a personal experience of a health
condition or conditions including carers,
supporters, family members, chosen family and
kinship groups.

In this document, when we say lived experience
we mean it to encompass living experience too -
recognising that same peaople continue to live with
thelr expertence daily. We value the deep and rich
expertise that comes from lived experience.

Communities

Groups of peaple who share common
characteristics, experiences, or interests.

These may be shaped by factors such as
geography, culture, race, ethnicity, age, faith,
gender, abilities or sexuality. A community (s
not limited to a physical location; it can also
exist online. Individuals may belong to multiple
communities, and these connections can evolve
over time.

Engagement

An umbrella term reflecting a range of ways in
which people share their views and expertise

to inform, create and lead change. This may be
through different methods and at different levels
e.g. consultation, participation, collaboration,
partnership and leadership.



Honouring the history of
the consumer movement

Nothing about us without us! The catch
cry of the early consumer movement of
the 1960s, 70s and 80s resonates today
as strongly as it did then. Grass roots
advocacy in the disability, women’s health,
mental health and HIV/AIDS sectors in
those decades of social disruption marked
a significant change for the health system.
The efforts of those early advocates
cemented a place for the voices and power
of the people to be a force for, and an
enabler of change, as well as a basic human
right.

In Victoris, the Health Issues Centre was
established in 1985 as the peak health
consumer agency. This was at a time when
there were few, if any, seats at decision-making
tables for community members or people with
lived expertence.

Over the decades that have followed there has
been growth in:

+ the evidence base for engagement

+ recognition of expertise derived from lived
expertence

+ expectations for engagement in standards
and funding requirements

+ methaods and tools to support engagement,
and

+ the lived experience workforce, including
lived experience leadership roles, particularly
in the mental health sector.
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The biggest

challenges of today

As we share our first strategic plan as the Health Voices Victoria, we recognise just how
far we've come - and how far we still have to go. While the field continues to evolve,
three key challenges have come into focus through our strategic planning process.
Overcoming these inter-connected challenges will be at the heart of our efforts:

Challenge 1- Community engagement and lived
experience expertise can be under-valued

Traditional hierarchies in medical and research settings
prioritise clinical or academic expertise over lived
experience. This can work against the meaningful
‘Interweaving’ of expertise derived from lived experience
and communities into these settings. Many individuals
may not see the patential value that engagement with
people with lived experience and communities could
bring to their work.

As 3 result, commitments and investments in
engagement are often inconsistent or insufficient.
Community and lived experience engagement is often
seen as 3 low priority within organisations. While
pockets of great work exist, competing demands, along
with perceptians that it is non-essential or low-value,
contribute to this sense of engagement being a lesser
priority. Funding ts frequently too low ta support high-
quality, inclusive work. Minimal or ‘token’ engagement is
common.

Challenge 2 - Current engagement practices are
not always inclusive

Engagement spaces and recruitment practices are often
shaped by colonial structures and Western norms. They
tend to cater to people who are non-disabled, educated,
English-speaking and neurotypical. We often see a lack
of diversity amongst engaged consumers, and in some
cases, a reliance on a small few who may have been
tnvolved for a long time.

Experienced advocates have and will continue to play

3 critical role in advancing the consumer mavement,
and thetr contributions continue to be deeply valued.
However, when systems and organisations rely too
heavily on a small number of familiar voices, it can limit
opportunities for others. As such, many people with
(mportant perspectives to share are not heard. Such
exclusions reinforce the discrimination faced by many
marginalised communities. They alsa lead ta service and
policy changes and research agendas that may nat fully
meet the needs of those who may benefit most.
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Challenge 3 - Community and lived
experience engagement in health is
fragmented and inconsistent, limiting
system-wide transformation

Stlos across the health sector are reflected in
fragmented and inconsistent community and lived
experience engagement practices.

Without a central body to provide leadership,
coordination, and to set and support best practice
standards, engagement varies across health,
research, and related sectars. While narrow
approaches and isolated practices may lead to
service-level improvements, they cannot drive
the system-wide changes needed far health
transformatian.

From a consumer perspective, engagement
experiences can be canfusing and unpredictable.
Withaout a clear benchmark for good practice, it's
hard to know what to expect or what's reasonable
to ask for. Significantly, fragmentation limits the
ability of consumers to connect across issues and
sectors to drive broader, more transformational
change.

Additionally, a lack of evaluation of engagement
practices and their outcomes makes it difficult
to build a strong evidence base to inform
(mprovements, demonstrate impact, or justify
sustained investment.

Together, these three key challenges
translate into many missed opportunities for
meaningful engagement as a critical element
in efforts to meaningfully and sustainably
transform policy, systems, practice and

the health and wellbeing of people in our
communities.
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Looking
forward

By 2030, we will be celebrating 45 years

of consumer engagement in health in
Victoria. We step forward now with great
optimism and enthusiasm to pursue the many
opportunities that are emerging to advance
community and lived experience engagement
over the next five years and beyond.

[t's time to:

+ have thoughtful and courageous conversations
about partnership, power sharing, privilege, bias
and influence

+ recognise that engagement practice is both an art
and a science, requiring a broad and rich skillset
and a range of effective techniques

+ resource engagement in 3 way that supports
tailored, meaningful, inclusive, safe and high-
quality practice
- not one size fits all approaches

+ lean into the disruptive nature of this work,
bringing all actors together as equal partners that
show vulnerability, foster safe-enough spaces, and
embrace discomfort and uncertainty and, in so
dotng, uncover new possibilities.

This plan sets out our vision, defines our purpose and
the values we bring to life in our wark. It identifies
the priorities we will work towards in the next
five years to play our part as makers of change. It
shows how we intend to support and strengthen
the momentum of the consumer movement, while
honouring all that has come before.

‘Be nsistent and
persistent tn centring
consumer experience

We need to do I health system

health ‘with’ people,
not ‘to’ peaple”
Co-designer

transformation’
Consultation survey respandent



VISLON

A future where the expertise of
communities and of lived experience is
valued and embedded into every effort to
improve health and wellbeing.

Purpose

Health Voices Victoria’s purpose is to

enable and improve the engagement

of communities and people with lived
experience within health and related

sectors.

We advocate for high-quality

engagement as standard practice because
transformation happens when the people

the health system is designed to support
have seats at the table as equal partners.

We contribute to building the trust,
evidence, systems, skills and confidence
needed to ensure this work leads to
meaningful influence and lasting impact.

‘How can we create a
space that encourages
people to come along an
our journey?”

Co-designer
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We are authentic

We individually and collectively
reflect on our actions, and
continuously learn and grow
through our work. We recognise
our privilege and potential
biases, and encourage others to
do so too.

We partner

We believe in the power of
collective effort. Committed to
collaboration, everything we do
comes back to building trusted

relationships. Through partnerships,

alliances and networks, we share
knowledge and resources and
find solutions together. We avoid
duplication and celebrate our own
and others’ achievements. Instead
of competitors, we see potential
allies.
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We are curious

We respectfully seek and
embrace diverse perspectives.
With open minds and hearts,
we listen deeply and value the
inherent wisdom of each person
with whom we work.

We act with integrity

We are transparent and
accountable for our actions.

We are inclusive and equitable

We recognise that some

voices are hardly heard and

work to engage in ways that

are meaningful, safe and
promote trust and healing. We
place additional efforts into
communities that face the biggest
barriers to health and wellbeing
due to being marginalised and
discriminated against by systems
and society.
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Our scope

We work with a wide range of organisations and people and across multiple sectors related to
health and wellbeing. This includes work in policy, service design, service delivery, training,
evaluation and research. Whilst this is a broad scope, everything we do is firmly focused on the
meaningful engagement of communities including people with lived experience.

We're Victorian-centred with wider
alliances

Health Voices Victoria works primarily
within Victoria. However, we collaborate
beyond borders, contributing to national and
international networks and partnerships.

Improving health and wellbeing requires
a wide lens

We see health and wellbeing as mare than

the absence of illness. It includes living well,
free from stigma and discrimination, and
addressing sacial, cultural, environmental,
commercial and economic determinants of
health - the wider forces and systems that
shape our lives. We engage from prevention to
early intervention, across treatment, care and
support, and across the life course.

‘| feel like | am making a
contribution to timprave
the health and wellbeing

of the state’

Co-designer

Who we work with

First and foremast, our work is about relationships.
Building and nurturing genuine cannections with people
in various groups and settings, is the essential foundation
for meaningful engagement and collaboration.

Members of communities, including people with lived
expertence, are our central focus as we enable and
support thetr engagement within health and related
sectors.

We waork with people who bring lived expertise - as
leaders, change makers, and community members -
united by a shared goal to improve their own and aothers'
experiences af health and wellbeing. This includes people
who are at different stages of their involvement - those
who are new to this space (emerging), those deepening
their contributions (evolving), and those who have been
driving change for some time (experienced), as well as
carers, family members and supporters.

Partners we naturally align with include organisations
(n health and related sectors, advacacy and consumer
organisations, community groups and condition- and
population-specific organisations and groups.

We work with people in formal consumer roles,
volunteers, leaders, policy makers, clinicians and
researchers.
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“Everyone should feel
that they have a voice in

managing their health and
well-being and that this will
be recognised and valued by
clinicians and others in the

health system”

Co-designer

‘Bring community
volces to research’

Survey respondent

“We recognise that
peaple are just people
and sometimes those

peaple have different
names and titles, and

most are trying to do
good. We embrace the
simplicity and humanity
of working together’
Co-designer
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Priority areas of work

Health Voices Victoria has communities and people with lived
experience at its heart and leads, partners and supports work to
overcome the key challenges in this field of practice and create
the foundations for impact.

Our work is focussed on the 4Ps that we see as essential for meaningful and effective
engagement - Policy, Platform, People and Practice. The nine objectives are all
important for delivering on our purpose and achieving our vision.

Knowledge
Sharing

R

Platform \ Central
Regtster

Communities
and people with
lived experience

Capability
Building ; N, Research
Practice ~ '9rM
Partnerships
Co-production Consultancy

N Services

4Ps model, Policy, Platform, People and Practice.
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Goal T

Maodel, enable and support meaningful and effective
engagement of communities and people with lived
experience as partners in health transformation

POLICY

Advocacy - We will advacate for meaningful
engagement to be embedded into every effort
to improve health and wellbeing.

Raising standards - We will contribute
to the development of policy, processes,
guidelines and standards to support

meaningful and impactful engagement.

PLATFORM

Knowledge sharing - We will support
and elevate practice through gathering,
developing and sharing resources and
examples of good practice.

Central register - We will build and
continuously grow a central register of
people, groups and organisations from every
part of Victoria as the ‘powerhouse’ for
engagement.

‘It's about learning
together through
engagement and
partnering - building 3
common understanding
of each other’s worlds
and the constraints

we operate within and
navigating those as
partners.

Consultation survey respondent

PEOPLE

Capability building - We will provide
mechanisms for connection, networking,
learning, credentialling and mentarship
for people who are emerging, evolving and
experienced in their engagement practice.

Partnerships - We will amplify the

voices of those who are unheard or least-
heard. This will involve the development

of community and lived experience-led
initiatives in partnership with Aboriginal and/
or Torres Stratt Islander Peaples, peaple from
multicultural communities, population- and
condition-specific organisations and local
communities.

Co-production networks - We will

create, and nurture networks of people,
communities, and organisations who bring

a mix of experiences and expertise as equal
collaborators in addressing shared challenges
and opportunities.

PRACTICE

Consultancy services - We will pravide a
range of consultancy services to health and
related sectors that support, build capabilities
and model engagement practice.

Research program - We will create 3
program of research contributing to the fleld
of practice and measurement of engagement
impact.



Goal 2

Build a sustainable, values-driven and

adaptive centre.

Our second goal is focused an the internal workings of Health
Voices Victoria. It reflects our commitment to transparency and
accountability, to living our values, to active allyship with First
Nations people, and embedding the principles of meaningful and
effective engagement as care to who we are and what we do.

® GOVERNANCE

We will embed lived experience and
community leadership in Health
Vaices Victoria's governance model.

® PEOPLE

We will attract talented, values-
aligned people and nurture a

high performing, diverse team
within a flexible workforce model,
embedding adaptive practices and
a shared commitment to personal
and collective growth.

RECONCILIATION
AND ALLYSHIP
We will make an ongoing
commitment and take intentional
steps towards reconciliation
and allyship with First Nations
Peaple as a continuous journey
of self-reflection, learning, and
action, grounded in humility and a
commitment to genuine change.

® ACCOUNTABILITY

We will regularly share information
about progress towards our

goals and what we have learnt
along the way and demonstrate
accountability to the community.

® FINANCIAL
SUSTAINABILITY

We will grow and diversify Health
Voices Victoria's funding base to
create a strong foundation for our
ongolng success.

® COMMUNITIES AND

PEOPLE WITH LIVED
EXPERIENCE

16 DEAKIN UNIVERSITY

Woven together Internal priorities that support us
living out values: Governance, People, Reconciliation
and Allyship, Accountability, Financial Sustainability,
Communities and people with Lived Experience at the
centre.
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Monttoring our progress

Health Voices Victoria is committed to
accountability and continuous tmprovement.
Central to this are structured maonitoring and
evaluation activities, and an angoing practice
of reflection, learning and adaptation.

This Strategy is a3 high-level plan that will
guide Health Voices Victoria's work over the
next five years.

The Strategy will inform the creation of
annual workplans and benchmarks upon
which we will measure our progress.

Our Strategy Evaluation Framework will

be developed as we start implementation.

It will further-define our monitaring and
evaluation methods and measures and set our
sights an the incremental change we hope

to achieve over the course of the Strategy’s
implementation.

Warking again with our Co-design Team, we
will review our progress at the Strategy mid-
potnt and as it concludes.




Developing this
strategy

The people
We acknowledge and thank:

+ The 16 members of our Strategy Co-design Team listed
below

+ The 75 people who participated in Q&A sessions about
the Health Consumers Centre whose feedback helped
shape early thinking

+ The 51 community members and health practitioners
and 37 researchers and university staff who completed
surveys about our work and future opportunities

+ The 74 people who participated in consultation
waorkshops about our future direction

+ The 18 peaple with specific sector insights we
interviewed

+ The four staff members who facilitated the co-design
process.

@

Co-design Team
Members

TuriBerg

Dilnaz Billimoria
Amy Brown
Andrew Brown
Emer Diviney

Jess Franks
BrendanJohnson
GrahamJohnson
Maristel Moralejo-
Feliciano

Sally Mass

Khalid Muse
Ashley Ng
Hamish Russell
Rachel Soh

Ricki Spencer
Aristidis Tsoulakos
Carmen Vargas

Co-design Facilitators

Katherine Burnard
Alison Caughlan
AlL Peipers

Pia Sappl
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Watch the video Of&r0)
Learn about how the strategy was made. o
https://go.healthvoicesvic.com.au/StrongerTogether B
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The process

Chosen for its simplicity and flexibility for co-design, we took inspiration from
Emma Blomkamp’s model: ‘Overlapping phases in policy design: ' The model
proposes that “rather than a stage-based linear process, it can be more helpful

to think of overlapping 'spaces' of design”.

Imagining alternatives

and actions

Understanding
current state
and context

Understanding current state and
context

This was our research and consultation

phase which included surveys, interviews, a
serles of consultation workshops and desktop
reviews to help establish the current state in
Victoria in relation to community and lived
experience engagement, and opportunities for
impravement.

Imagining alternatives and actions

Proudly working with a diverse Co-design
Team that included health consumers,
community members, practitioners and
researchers, this phase involved a series of
flve co-design warkshops where we identified
priorities for change, explored possibilities and
developed the key elements of the Strategy.

Making change happen

The third phase was about bringing the
Strategy ta life and included the finalisation

of the cantent of the Strategy, choosing a new
name far the centre, launching the Strategy
and using it as our guide for the next five
years.

The model visualises the overlapping nature
of the ‘making change happen’ space. It
recognises that change occurs through
every phase of the co-design process. During
the Strategy co-design process change
involved relationships and trust forming and
deepening, shared ownership growing, and
learning emerging along the wau.

Systemic design practice for participatory policymaking, February
2021, https://wwwiresearchgate.net/publication/349675443_
Systemic_design_practice_for_participatory_policymaking 5(1):1-20
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Glossary

Advocacy

Speaking up or taking action to support a cause,
ldea, or person. It's about trying to make a change
or help athers by raising awareness, sharing your
opinion, or supporting fairer outcomes.

Allyship

An ongoing process of standing beside, uplifting,
and supporting marginalised communities you are
not part of. It is an active and consistent practice of
unlearning and re-evaluating, where you use your
privilege to act in genuine solidarity.

Blias

Atendency to prefer or judge people, ideas, or
things in a certain way, often without fully thinking
about it or knowing all the facts.

Co-design

Working together as equals to plan or create
something or to find a solution to a problem.
Peaple with different experiences all bring their
ldeas to the table from the start.

Colonial structures

Systems based on ruling powers where thase in
charge accumulated great wealth, often at the
expense of Indigenous communities.

Communities

Groups of peaple wha share common
characteristics, experiences, or interests. These
may be shaped by factors such as geography,
culture, race, ethnicity, age, faith, gender, abilities
or sexuality.

Consumers

Peaple who use, have used, tried to use ar

may potentially use health services or health
information, and extend the definition to include
carers, supports and family members.

Discrimination

Treating a person or particular group of people
differently, in 3 way that is warse (Le., oppression)
or better (e, privilege) than the way peaople are
usually treated.

Engagement

An umbrella term reflecting a range of ways in
which people share their views and expertise

to inform, create and lead change. This may be
through different methods and at different levels
e.g. consultation, participation, collaboration,
partnership and leadership.
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Healh transformation
Changing, reshaping or revising the health system to
tmprove health care.

Hierarchies
A system that that organises or ranks things, often according
to power or impartance.

Lived experience

Peaple with a personal experience of a health condition
or conditions including carers, supparts, family members,
chosen family and kinship groups. Encompasses living
experience too.

Marginalised communities

Groups of peaple who experience systemic inequities driven
by political, economic and social structures that discriminate
based on characteristics such as race, culture, ethnicity,
gender, sexual orientation, sacioeconomic status, disability,
ar religion.

Neurotypical

Aterm that describes peaple whose neurological (relating to
the brain) development and functioning aligns with what is
cansidered typical or standard in society,

Partner

A collaborative approach where different individuals and
groups come together as equals to achieve shared goals
in health and wellbeing. This can include communities,
clinicians, and researchers, and government agencies.

Practitioners
A person who warks in a specific profession. For example, a
doctor or nurse s a health care practitioner.

Privilege

A special right, advantage, resource or opportunity available
only to a particular person or group that is unearned and
based on aspects of their identity such as race, gender or
soctoeconomic status.

Silos

Systems, processes, departments, etc. that operate in
tsolation from others.

Stigma
Negative, stereotypical beliefs about someone because of

a particular characteristic or attribute (such as skin colour,
cultural background, a disability or a mental illness).

Token

An action or gesture done matinly to give the appearance of
tinclusion or support, but with little real impact or meaningful
change.

Western norms

Ways of thinking and doing things that came from Western
cultures and are often seen as the standard or default, often
overlooking or excluding ather cultural perspectives.



Flags and symbols
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Aboriginal Torres Strait Disability Refugee Deaf
Islander Pride

Q)

Progress Mental Autistic
Pride health Pride

Trans

Interpreter
Invisible Active Sign Interpreter
Disability Accessibility  language

Notes

Signup to Contact us
updates

healthvoicesvic@deakin.edu.au
Deakin University

Burwood Campus
Locked Bag 20000,
Geelong, VIC 3220

23



DEAKIN

ssssssss

Health Voices

( INSTITUTE FOR HEALTH
Victoria

TRANSFORMATION

Deakin University CRICOS Provider Code: 00113B



