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- We recognise the lives and work of people with lived experience,
particularly those that passionately, intentionally and skilfully use
their lived expertise for change. It matters.

a deep

commitment to
Lived Experience
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How ‘Lived Experience Governance'’
Came to Be
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(y)our
connectionto

Lived Experience
Governance

- A thought or question you have about Lived Experience

Governance and how to make use of it in your role, organisation
and/or life.

* What you really want to know about Lived Experience Governance

and how to make use of it in your role, organisation and/or life.

* How you would like to engage with co-production with Lived

Experience Governance and how to make use of it in your role,
organisation and/or life.
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A Quick Introduction to Lived
Experience Governance




the nuance of
Lived Experience
and its

applicationin the
Framework and
aligned Toolkit

A

Lived experience

Lived experience
To reimagine and redefine ourselves, our place in
the world and our future plans*

Lived experience expertise
To use those experiences in a way that’s useful to
other people®®

Lived experience leadership

To speak up to influence community awareness,
organisational culture, policy and politics; create
space, pathways and inclusion with others; prompt
and support change®
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- A lived experience recognises the effects of ongoing negative
historical impacts and or specific events on the social and emotional
wellbeing of Aboriginal and Torres Strait Islander peoples. It
encompasses the cultural, spiritual, physical, emotional and mental
wellbeing of the individual, family or community.

Aboriginal and

' * People with lived or living experience of suicide are those who have
Torres Stl’.a It experienced suicidal thoughts, survived a suicide attempt, cared for
Islander Lived someone through a suicidal crisis, been bereaved by suicide or having

a loved one who has died by suicide, acknowledging that this
experience is significantly different and takes into consideration
Aboriginal and Torres Strait Islander peoples ways of understanding
social and emotional wellbeing.

Experience

[2020 Black Dog Institute Aboriginal and Torres Strait Islander Lived Experience Centre accessed at
www.blackdoginstitute.org.au/education-services/aboriginal-and-torres-strait-islander-network]
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f : * Lived experience governance intentionally embeds organisational
defini ng Lived cultures and systems that give primacy to centring or being led by

Expe rirence lived experience perspectives, principles, and ways of working in the
decision-making, oversight and evaluation of systems, structures,
G 9 9 Y
overnance policies, processes, practices, programs and services.
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why a Lived
Experience
Governance

approachis
needed at this
time

There is an unrepentant demand for a shift from words to deeds. But that begs

Interview

Participant
the question, what would a system governed on the basis of lived experience,
equity, human rights and justice look like? What is involved in getting there? Who
do we need at the table? What kinds of tables do we need?
Good governance is saying this current system that has been built is what is Thinktank

causing harm. And we need to be creating and affirming values and practices that
resist that abuse and oppression and encourage safety, encourage accountability.
We need to encourage self-determination, encourage mentoring, and encourage

other ways to continue to be part of this movement.

COOO®
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» The Lived Experience Governance Framework provides a guidepost

: across the interrelated foundational concepts and domains to assist
tensions and leaders, organisations and systems to transform practice and
approa ches to navigate the complexities that exist in this space.

risk and

E A : * Safety cultures and practices across organisations and services that
decision-maki ng promote connection, choice and responsibility to and not for or over
people are imperative.

www.lelan.org.au




the essential
components of
Lived Experience

Governance
[domains,
foundations and
core]

and Accountable Organis ...

Partnership &
Co-production
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Core Lived Core Lived

Experience Values Experience Principles
Hope Lived experience as expertise
Equality/Equity Self determination
Lived Experience Mutuality Recovery-focused
Empathy P -
Governance o erson directed
I Cl oice Strengths based
Values an Respect‘ | nelational
prl NCI p|es Authenticity Trauma informed
Belonging/Inclusion o
Humanistic
Interdependence/
Interconnectedness Voluntary
Justice/Human Rights Culturally responsive
® O
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where Lived
Experience
Governance fits

with other
governance
approaches

W
of?
&8
O

Clinical/
Practice
Governance

Financial
Governance

Governancg

Lived
Experience
Governance

Other
Governance

Cultural
Governance

Risk
Governance

Understanding how lived experience governance
sits and fits in relation to other forms of gover-

nance is essential for successful implementation.

Lived experience governance exists as a sep-
arate and equally important component of an
organisation’s corporate governance and strategic

processes and structures.

Lived experience governance is aligned with and
complementary to other essential corporate gov-
ernance mechanisms that support safe, effective,

person-centred practice and decision-making™.,

All governance should be person-centred and
underpinned and informed by lived experience

values, principles and perspectives.
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re Standards

ice (NSQHS)

n Health Care, National Safety and Q)

National Safety and Quality Primary and Community Healthca

ity Health Service Standards (NSQHS standards) exist to prevent health services

vd Quality Primary Community Healthcare Standards® are designed for health

services. Since May 2023 accrediting agencies can evaluate and approve

The Australian Commission on Safety and Quality in Health Care, National Safety

while the remaining four standards are

from causing harm and ensure quality care. Of the ight standards, four are based upon clinical practice and have been excluded, v
provid-ers in primary and community settings in order to ensure the quality and safety of

organisa-tions en the basis of compliance to the standards, which may be a requirement for funding/commissioning bodies of health services.
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of service provision they should expect from registered NDIS providers. The following table outlines the conduct statements in the NDIS's Code of Conduct and standards and quality indi-

cators in the NDIS Core Practice Standards and Quality Indicato
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: « [Domain 1] Partnership and Co-production:
what will be P P
experienced =1ale + Prioritised and Embedded.
: - Adequate Resourcing.
S n « Two-way Communication Pathways.
90Vema nce * Relational not Transactional.
Systems and * Person-Defined Impacts.

* Lived Experience-Initiated Opportunities.

Processes

« Co-produced Performance Measures.
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Burkett, |I. An Introduction to Co-design.
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http://ingridburkett.com/wp-content/uploads/2017/09/Introduction-to-Codesign-2.pdf

what will be
experienced and
seen in

governance
systems and
processes

- [Domain 2] Safeguarding, Responsibility and Power:

* Rights are Upheld.

- Dignity of Risk.

* Responsibility To, Not For or Over.
* Decision-Making Transparency.

* Redistribution of Power.
 Capacity to Exercise Power.

* Measures that Matter.

www.lelan.org.au




* [Domain 3] Lived Experience Involvement, Expertise &
What W|” be Leadership:

experlenced and - Strategic Recognition and Action.
seenin - Opportunities and Integration.
gove rnance  All Levels, in Diverse .Roles.

* Presence and Authority.
SYStemS and * Resourced to Leverage.
pI’OCESSES - Lived Experience-led Change.

* Critical Reflection.

www.lelan.org.au




across your
agency, at all levels

monitoring and
evaluation

strategic level
[policy, governance
commissioning]

operational level
[projects and services,
learning and development]

community level

individual /
service use level

PROMISE

A

INFORM

o O

Increasin

_—

o —
CONSULT

S
INVOLVE

g level of public impact /
’ f___/’

COLLABORATE

EMPOWER

'. jeciive
info na lwﬁl__l
(‘l_ﬁ':f;) y manner.

“We will keep you
informed.”

“We will listen to
and acknowledge
your concerns.”

To work with the
l blic to make sure
L e LE |_|. !I

" [
hat
asp

aelgh

et ]

“We will work with
you to ensure your
concerns and
aspirations are
directly reflected in
the decisions
made.”

COeO®
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| "We will look to you

for advice and
innovation and
incorporate this in
decisions as much
as possible”

“We will implement

what you decide.”
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some caveats

and cautions ...

‘lived experience’ may be everywhere, but not everyone has or brings Lived Experience
expertise.

Context is everything!

‘Consumers’ and ‘Carers’ are not the same.

Service users, advocates/representatives and lived experience (peer) workers are different.
Designated roles are necessary.

Intersectional lived experience visibility and action is critical.

Leader with lived experience Lived Experience Leader.

Experience
Engagement
Network

006,00
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what will be
experienced and
seen in

governance
systems and
processes

* [Domain 4] Transformative Workforces & Practices:

* Person-directed and —led.

* Organisational Commitment to Adopt and Align.

» Shared Understanding.
* Shared Responsibility.
* Role Clarity.

* Self-determining.

- Allyship.

www.lelan.org.au
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what will be
experienced and
seen in

governance
systems and
processes

* [Domain 5] Innovation & Continuous Improvement:

* Rights-Based.

* Person-centred Decision-making.

* Lived Experience-led Change.

* Evidence-Informed Improvement.

* Best Practice Development.

* Sustained Investment.

* Ongoing Innovation and Improvement.

www.lelan.org.au
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roles and
responsibilities
for Lived

Experience
Governance

Carers, family,

kin and other

supporters of
choice

Commissioning

and funding
bodies
’@) Lived experience
E &Oﬁ (peer) workforces
Governing A Person
Bodies ]"l.l
==

poy Non-lived experience
A=A workforces (Clinical/
/\ Practice & other)

Management &
Executive

It's everybody's responsibility, it's not just the people in the lived experience

ThinkTank

Participant

roles. That everyone else plays a systematic role in embedding lived experience

leadership, even though they're not employed as a lived experience leader, that’s

two different things. That’s how | see it is enveloping at all, in a sense that, with

your clinician or a CEQ that isn’t in a lived experience, you still have... you arguably

have the most responsibility in upholding those principles and values.

www.lelan.org.au
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the PHN context

What does it involve?

Commissioning is an ongoing process. We assess our community's needs by consulting with

community members, then designing solutions with stakeholders.

Our transparent processes promote implementing these solutions, and this includes the way

we identify potential service providers.

These solutions are then evaluated, and the outcomes are used to inform further assessment

and planning.

e Health needs
assessment

Evaluate outcomes

Consumer and
community feedback e Community and
stakeholder led

consultation

Feedback into next

stage of cycle

« Service mapping
and market failure
identification

« |dentify desired
outcomes

Procurement or
direct intervention

Capacity building
Sector development

e Design solutions

e Procurement

Manage provider strategy selection

relationship

N N Mental
\ /\\) 7 N \ Health
\\ £ Nt/ Lived

T Experience
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what success

looks like

listen, respect and value lived

Organisational cultures and practices that are reflective, adaptive, % 1
fair and responsive to diverse and intersectional experiences

and Accountable D"gan

st S s
-1 JU sa't}'o
P Ny
{'0\'. DCQ’
g‘eﬁr ?'Cr',- ®
= @‘S‘
nnovation & Continuous High guality and safe,
Improverment person-led interactions, co

Evidence-informed conternporary produced in partnership

practices determine system design with those maost impacted
and accountability that supports

reflective and transparent services

and systems that improve over tirme

i i
O
Centring Self:
People, Identity & Human Rights
Governance systems and
processes that prioritise and
centre people's stories, values,
identities, rights, needs,

preferences and autonormy in
decision making

Safeguarding,
Responsibility and Power
Safety, autonamy.
accountability, and positive
experiences of care that
don't harm rmatter most

Transformative Workforces
& Practices
Kind, constructive and

healing ervironments and
skillsets with the capacity to

experience perspectives

Lived Experience Involvement,
Expertise & Leadership
People with lived experience are

skilled in centring, sharing, and

{ =
L leading change with expertise

®
78,
S e

o)
&\

AL
Vaf“ES, Principles, Eth©

Waluing and embedding lived experience knowledge and
approaches throughout the bloodstrearn of services and systems

www.lelan.org.au
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enablers and
accountability
for Lived

Experience
Governance to
be meaningfully

embedded

Enablers

Resourcing

Business Processes

Capability Building

Partnerships

Budgets and timeframes support lived
experience involvement and leadership.

People with lived experience are
appropriately remunerated and provided with
the resources and supports they need to
participate.

Business systems support the representation
and leadership of people with lived
experience.

Requirements for lived experience
representation and leadership are built into
contracts.

People with lived experience are involved in
commissioning processes.

Priority is given to lived experience-led
contractors and agencies.

The organisation and non-lived experience
workforce understand their readiness,
willingness and capability for embedding
lived experience.

The service has a clear purpose and rationale
to underpin lived experience governance.

People with lived experience are supported
to contribute to and lead governance
approaches.

The service develops reciprocal partnerships
with lived experience communities.

Partnerships are resourced adequately.

Accountability

Organisational-level Accountability

System-level Accountability

Rights-based policies and procedures informed by people with lived experience, that are

regularly reviewed and improved.

Regular, easy to understand communications.

It is easy to contact the right person within the service in a timely manner.

Organisations discuss their strengths and weaknesses openly and provide clear steps for
involving people with lived experience in improving what they do.

Maonitoring, evaluation and learning from a lived experience lens.

Open and transparent communication about organisations’ own accountability efforts, what
they are doing and the opportunities for improvement.

Organisations build partnerships with the community and sector, based on mutual listening.

Key relationships with sector stakeholders are developed, collaboratively sharing what works,

and pushing each other to improve.

Advocacy for lived experience leadership and involvement in system-level change.

www.lelan.org.au
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You've got to weigh out the benefit of being able to provide a service that is peer- P_Flhlﬂ;rtjf;;l;
led, where people feel comfortable and trusting to come, to a service that is so
clinically-led that people are not going to be wanting to be there. ... All the way
through we’ve been able to show good decision-making around the decisions that
we've made. Things will go wrong, there is no doubt, touch wood it wont be any
time soon. There is no doubt at some point something will happen. It’s just a fact
of life in the services that we’re operating, at some point there will be some kind
of adverse event. ... And all we can do is show that we have made considered
informed decisions around what we’ve done, and | think we can show that all the
way along the process. We have to have a bit of risk appetite, because otherwise
we will never move forward. If we're not prepared to have a bit of risk appetite,

we’re going to sit in the 1950s forever.
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Closing Out
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resonant points,
and the

questions that
remain

What has stood out to you today?

What do you and your colleagues need to keep talking about
and grappling with?

What excites or energises you about this work?

What questions and/or concerns are you left with?

Any additional comments you would like to add?

www.lelan.org.au




* With everything that we have explored and talked about today [and with
THE most everything else that you have ever reqd, observed, thoyght or been
curious about] ... what is THE most important consideration for how
Lived Experience Governance can inform your work in the PHN
context?

important thing

www.lelan.org.au
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Pathways For
Supporting The ‘Not
Negotiable’ Lived
Experience (Peer)
Workforces To Thrive

A Roadmap for Strengthening
Lived Experience Leadership for

Transformative Systems Change

in South Australia

Activating Lived Experience
Leadership (ALEL) Project
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Lived Experience
Governance
Framework

[0/6] 100] .

A Toolkit to
Authentically
Embed Lived

Experience
Governance

Experience ]
Systems Change: A South Australian Consensus Statement
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A H:
A co-created
Philosophy of Care

RCE

How ready, willing and able
are you to embark on an
authentic co-design process?

@ coeon

www.lelan.org.au/shared-resources
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