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we stand on 
the unceded 
lands of the 
Turrbal people

www.lelan.org.au



 We acknowledge the lives and work of people with lived or living 
experience, as well as our supporters and allies, who shoulder us up 
and who we shoulder up as we act to strengthen the voice, influence 
and leadership of lived experience in South Australia

recognition of 
lived 
experience and 
other injustices

www.lelan.org.au



Before We Start …
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an invitation to 
you

 Show up, be present and – most importantly – be yourself

 Interact and participate to the extent and in the way that feels 
most right for you

 LELAN welcomes safe and purposeful sharing, recognising the 
value we each bring is the application of our lived experience for 
change

 This is our strength, our connection and our wisdom
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(y)our 
connection to 
lived 
experience 
leadership and 
gathering here 
today

 A thought or question you have about lived experience 
leadership and how to make use of it in your role, organisation 
and/or life

 What you really want to know about lived experience leadership 
and how to make use of it in your role, organisation and/or life

 How you would like to engage with lived experience leadership 
and how to make use of it in your role, organisation and/or life
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A Very Quick Intro to LELAN
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SA Lived Experience Leadership & Advocacy Network



who we are
[www.lelan.org.au]

 We embody the knowing that LEx matters

 We are by, for and with people with personal people lived 
experience of mental distress, social issues or injustice

 We drive change through our voice, our influence and our 
leadership

courage | compassion | dignity | intersectionality | leadership | social justice

. www.lelan.org.au

http://www.lelan.org.au/


what we do

partnering

. www.lelan.org.au



Let’s Talk About the Words and 
Language We Use … and What we Mean 
by ‘Lived Experience’
Btw, it really really matters!
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our 
responsibilities

 Safe-enough [Vikki Reynolds]

 Responsibility to, and not for or over [Alternatives to Suicide Charter]

 Brave conversations
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http://www.vikkireynolds.ca/
https://wildfloweralliance.org/wp-content/uploads/2021/01/CHARTER_alt2su_August-edits.pdf


the experience 
of ‘lived 
experience’

 LEx is often of experience(s) related to issues associated with 
stigma, vulnerability, distress and despair

 exactly what we may want to hide and shrink from

 LEx is also of experiences(s) that are related to recovery, healing 
and living well despite

 having the potential to make us come alive and thrive
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who ‘I’ am 
intersects with 
what ‘lived and 
living 
experience’ is

socio-
political

professional

personal cultural heritage, practices & identity

family and peer experiences

values, hopes & dreams

identities held

privilege

education, skills & knowledges

theories, policy & legislation

ethics

in relationship to/with others

power & oppression

human rights & social justice

vulnerability & strength

Lived 
Experience

[Ellie Hodges, 2018]
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it is beyond 
labels … 
defining 
experience 
ourselves
[www.lelan.org.au/carenottreatment]
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http://www.lelan.org.au/carenottreatment


In the lived experience movementwe define ‘lived experience’ as mental health 
challenges that have caused life as we knew it to change so significantlywe 

have to reimagine and redefine ourselves, our place in the world and our 
future plans… Importantly, it’s about learning how to use those experiencesin 

a way that’s useful to other people.
[Byrne, L  & Wykes, T]
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https://www.tandfonline.com/doi/epub/10.1080/09638237.2020.1766002?needAccess=true


our 
knowledge, 
and wisdom

In wisdom we would see that the anatomical heart, which we have 
given our students to study [to know], is nobody’s heart. It is a heart 
that could belong to anybody and therefore it belongs to nobody. 
Wisdom would have us understand that there is another heart.

… the heart that can break; the heart that grows weary; the hardened 
heart; the heartless one; the cold heart; the heart that aches; the 
heart that stands still; the heart that leaps with joy; and the one who 
has lost heart. Wisdom demands that we teach students of the human 
sciences about the essence of this heart. The human heart. Not the 
pump that beats in any body but the one that lives in my body and 
in your body

[Pat Deegan]

www.lelan.org.au

https://toronto.cmha.ca/wp-content/uploads/2016/07/Deegan1996-Recovery-Journey-of-the-Heart1.pdf


About the Activating Lived Experience 
(ALEL) Project
A partnership between LELAN and UniSA’s Mental Health and 
Suicide Prevention Research and Education Group, funded by 
the Fay Fuller Foundation 2019-2021
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the Activating 
Lived 
Experience 
Leadership 
(ALEL) Project
[www.lelan.org.au/alel]

 A partnership between LELAN (Lived Experience Leadership & 
Advocacy Network) and UniSA’s Mental Health and Suicide 
Prevention Research Group

 Research and capacity building with the lived and living 
experience community and social sector 

 Predominantly mental health focused at the systemic level, knowing 
that the learnings are highly relevant to other sectors (eg
homelessness and housing, alcohol and other drug, etc)

 A systems focus to embed and enable lived experience 
leadership to thrive and have impact
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http://www.lelan.org.au/alel


the relevance 
of a systems 
change 
approach

 The biggest social challenges of our times are entrenched and 
systemic.

[Tara Anderson. (2019). What Can Collective Impact Offer. ProBono Australia]

 Yet today’s ways of working together often aren’t deep enough, 
disruptive enough, or exploratory enough to produce thinking and 
action beyond the incremental.

[Collective Change Lab. Our Work]
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https://probonoaustralia.com.au/news/2019/09/what-can-collective-impact-offer-part-one-the-challenge/
https://www.collectivechangelab.org/work


Programmatic interventions help people beat the odds. Systemic interventions 
can help change their odds. 

[Karen Pittman, CEO of the Forum on Youth Investment]
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https://forumfyi.org/staff/karen-pittman/


including 
people with 
lived and living 
experience is 
essential 

 It is essential that systems interventions remain rooted in action 
and do not become removed from the people in society they are 
designed to help.

[Abercrombie et al.(2015). Systems Change: A Guide to What it Is and How to do It, p.10. New 
Philanthropy Capital]

 Plugging the voice of the community into the right kind of political 
power grid will do more to create health and wellness than any 
other single intervention.

[Building Healthy Communities (BHC) cited in Kania et al. (2018). The Water of Systems Change, 
p.13. FSG]
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https://www.thinknpc.org/resource-hub/systems-change-a-guide-to-what-it-is-and-how-to-do-it/
https://www.fsg.org/publications/water_of_systems_change


research and 
project 
methodology

www.lelan.org.au

reflection/analysis:
on culture, practice, 
relationships

data/observation: what do we 
know is happening? 

action: sharing insights, 
formulating responses, 
influencing practice

planning:
goals and 
strategies 
for change

PAR (Participatory Action Research)    |    ‘insider’ LEx research    |    collective impact



data 
generation and 
analysis

www.lelan.org.au

11 * focus groups + online 
discussion group 

31 LEx participants 

14 * service/sector leader 
interviews

14 participants

12 * sector leader 
conversations before Summits

12 participants

1 * online qualitative 
survey available nationally

48 LEx participants 

qualitative coding and analysis of texts

Codes – 572
References - 1874

Codes 215
References - 619

Codes – 237
References - 1023

analysis summarised as 65 main themes (as current) 18 main themes

thematic analysis

Summit 1 Summary Report



System and 
Sector Leaders 
Summit #1 
[held October 24th 2019]

 We heard unequivocally that the time is right for lived experience 
leadership to be developed and embedded in our systems

 We used The Water of Systems Change approach to unpack current 
conditions reinforcing and/or hindering progress for lived 
experience in SA … we wanted to know what we can shift to 
progress change. What we discovered is summarised on the next 
slide
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https://www.fsg.org/publications/water_of_systems_change


the six 
conditions of 
system change 
that we did a 
deep dive into
[summarised from Summit #1 Summary 
Report]
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MENTAL MODELS: 
biomedical dominance | 

illness narratives | 
language used | a broader 

perspective required

POWER DYNAMICS: 
layers of power dynamics 
contribute to maintaining 

the status quo

RELATIONSHIPS & 
CONNECTIONS: these 

are the key to change and 
improving systems

POLICIES: a power down 
strategy | does not match 
needs | includes a small, 

and often the same 
people

PRACTICES: education is 
a core strategy for 

improving practice | 
change culture | 

compassionate responses

RESOURCE FLOWS: 
funding comes with 

restraints | lack of 
funding is an easy out | 
conservative approach

OTHER STRUCTURAL 
ELEMENTS: medical 

model dominance | lack 
of political will | 

ineffective policy

https://www.lelan.org.au/wp-content/uploads/2020/03/Summit-1-Summary-Report.pdf


• Collective efforts were seen as the only way to move forward on 
strengthening, embedding and creating space for lived experience 
leadership to flourish 

There was a strong suggestion that progress will occur only if it is led by 
an identified and recognised entity, so that it doesn’t get lost in the 
churn and existing demands of services and the system

Power of demonstration … Power of collective change
It needs to be led, it needs to be someone’s job
Lived experience voice should outline conditions for change and others try to 
support it

the ideas 
people had 
about taking
action 
together
[Summit #1 Summary Report]

www.lelan.org.au

https://www.lelan.org.au/wp-content/uploads/2020/03/Summit-1-Summary-Report.pdf


Early ALEL Research Findings
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creates and 
holds space for 

othersLEx lens, vision 
and positioning

stands up and 
speaks out

shares 
experience, 

supports and 
empowers

empathy and 
connection

it’s personal

strategic in 
mobilising

leadership –
complex with 

diverse contextsdefining LEx 
leadership



honest

hopeful

has passion 
and speaks 

out

communication

determined

authentic

learns

BIG picture

influences

creates 
safety

integrity

listens

LEx leader 
values, 
qualities and 
skills

www.lelan.org.au
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isolation in 
roles and 
settings

being ‘out’

seeing self as a 
leader – being 

seen

exposed, 
hidden 

stresses, 
conflict, inner 

work

issues related 
to volunteering

identity, diverse 
culture gender and 
sexuality AND LEx

lack of 
recognition 
support and 

understanding

stigma, deficits 
and 

paternalism

challenges and 
barriers 
identified by 
LEx leaders



relationships and 
power dynamics

systems barriers –
stigma / othering

lack of supports 
and pathways

LEx leadership not 
understood, valued 

or possible

lack of dedicated 
supports and 
infrastructure

challenges and 
barriers 
identified by 
system and 
sector leaders
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intersectionality and 
allyship focus

commitment 
and funding 

reformed 
models of care 

recognising LEx 
practice

sector 
leadership 

and valuing 
LEx

frameworks –
improved shared 

understanding 
and options

coordinated 
collective LEx 

leadership 
networks

more leadership 
positions and 

higher influence
obliterate 

stigma and 
tokenism

strategies for 
thriving and 
impact 
identified by 
LEx leaders
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service reform

knowledge and 
infrastructure

executive leader 
actions

create LEx leadership 
pathways and 

supports

leaders in higher 
places of influence

shared understanding 
- culturestrategies for 

thriving and 
impact 
identified by 
system and 
sector leaders
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The Eight Priority Actions for Change
A Consensus Statement by Sector and LEx Leaders …‘What 
makes sense for us to pursue together’ (Summit #2 held 
February 18th 2021)
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policy and 
governance 
actions

 1.1 Increase the presence of lived experience leaders in 
governance. Ensure more lived experience designated director 
positions with boards, statutory councils and commissioning 
groups (26 votes)

 1.2 Learning and cultural change programs of lived experience 
leadership are arranged with executive leaders, staff and 
communities focusing on diversity of lived experience, 
supports,  preferences and working through stigma and 
othering (27 votes)
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growing and 
supporting 
lived 
experience 
leaderships 
and networks 
actions

 2.1 Strengthen learning pathways and leadership skills 
development for people with lived experience and enable and 
encourage opportunities for them to lead and provide 
advocacy. Enable easier access to professional development and 
formal qualifications (30 votes)

 2.2 Fund leading lived experience organisations to develop and 
deliver networking activities, including coordination of 
information, activities and events that support local lived 
experience leadership, community initiatives and voice across 
diverse population groups. Focus on intersectionality (25 votes)
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service reform 
and 
development 
actions

 3.1 Enable resource flows for meaningful co-production of all 
services and programs. This should include training of co-
production facilitators and chairpersons, and funding equal places 
at the table for lived experience advisors and leaders (36 votes)

 3.4 Promote lived experience leadership and accountability 
measures through service agreements, KPIs and, where 
appropriate, regulatory frameworks and legislative processes (27 
votes)
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workforce 
development 
actions

 4.1 Ensure models of care include equal recognition of lived 
experience workforces and peer support (23 votes)

 4.5 Ensure range of organisational and sector infrastructure for 
the effective recognition, valuing and embedding of the lived 
experience workforce (21 votes)
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The Model of Lived Experience 
Leadership
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lived 
experience 
leadership

 Lived experience leadership is social movement leadership. Lived 
experience leaders connect their personal, professional and 
socio-political worlds in unique ways to lead change, linking local 
experience with organisational and systems change endeavours. 
It operates both within and outside of roles, organisations and 
settings.

 Individual contributions are always built on the shoulders of others, 
and they pave the way for who leads with us today and after us 
tomorrow.

 Lived experience leadership is powerful; it is a key lever for 
transformative systems change that benefits everyone.
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the actions, 
qualities and 
skills 
characteristic 
of effective 
lived 
experience 
leadership
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a key point 

Lived Experience 
Leader ≠ Leader with 
Lived Experience
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Let’s Connect and Reflect
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in your table 
groups

 Small group discussion about the key attribute you have been 
allocated, with consideration for:

 Your thoughts about the questions related to that attribute, broadly 
speaking, and how relevant they are for the lived experience 
community and your context

 Where you are at with that attribute yourself

 Ideas and strategies for developing this attribute more in yourself, 
your peers and your organisation 
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The Vision ‘we’ Need 
Evidence-based and co-designed with LEx and Sector Leaders

www.lelan.org.au



our vision

We believe unequivocally that now is the time for lived experience leadership to 
be developed and embedded in our systems. The need is visible and the 
conditions for change are right. The vision for lived experience leadership and 
future services are where humanity and connection are centred and where 
people with lived experience meaningfully and equally contribute at all levels, to 
the point that it becomes the norm. 

Through taking action together a more holistic approach will guide change, and 
ensure that our language, power, and mindsets, shift beyond biomedical and 
‘illness’ dominated narratives. Upholding rights, giving control to people to 
determine their own lives and authentic co-design are essential foundations of 
the changes we seek. Services where people are valued, compassionate care is 
standard and accountability exists, offer people seeking support a better 
experience of care and better outcomes for their lives. Systems are strengthened 
when discrimination and tokenism are minimised and where peoples’ dignity is 
prioritised. 

Leadership across the system, including by and with people with lived experience, 
is core to this vision being realised and is itself a key driver of the broader systems 
change that the mental health and social services sector require.
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Closing Out
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the resonant 
points from 
today

 What we have heard

 What we need to keep talking about

 What it has been like learning and sharing in this way

www.lelan.org.au



Thankyou …
info@lelan.org.au | 0431 953 526
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