February 2017

Engaging people with a lived
experience: Renewed priorities

Renewing Queensland’s priorities for
meaningful, well supported engagement of
people with a lived experience as valued,
equal partners.

Purpose

This discussion paper seeks feedback on ways to
increase and improve engagement of people with lived
experience, their families, carers and support people to
influence policies, programs and services. It focuses on
engagement in the mental health, alcohol and other
drug and suicide prevention sectors.

Views shared in response to the discussion paper will
inform the review of the Queensland Mental Health,
Drug and Alcohol Strategic Plan 20142019 (the
Strategic Plan).

About the review

The Strategic Plan was released in October 2014 and
sets a platform for change over three to five years.
Significant reform has occurred in many areas both at
the state and national levels since the Strategic Plan’s
release. These reforms include the increased roles of
Primary Health Networks (PHNS), the roll out of the
National Disability Insurance Scheme and the release
of the Connecting care to recovery 2016-2021: A plan
for Queensland’s State-funded mental health, alcohol
and other drug services (Connecting Care to Recovery).

To ensure reform continues and progress is made
towards achieving better outcomes for Queenslanders,
the Commission is undertaking a review of the
Strategic Plan. The review particularly focuses on
identifying ways to increase and improve engagement
of people with a lived experience to influence policies,
programs and service delivery.
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The review will take into account:

e progress made towards implementation to date
e reforms at the national and state levels
e new evidence about what works

o the views and experiences of stakeholders,
including people with a lived experience, their
families, carers and support people.

About this paper

Two discussion papers have been released by the
Commission as part of its consultation process. This
discussion paper focuses on lived experience
engagement and is complemented by the discussion
paper A renewed plan for Queensland: Reviewing the
Queensland Mental Health, Drug and Alcohol Strategic
Plan 2014-2019 which has a broader focus on
systemic issues.

Drawing on well-established evidence, policy and
practice, and new research, this discussion paper
seeks to identify the extent of engagement in
Queensland and opportunities to further improve
meaningful engagement. This discussion paper also
draws on research and forums undertaken on behalf of
the Commission, including:

¢ the Engagement Mapping Project2 undertaken by Urbis

e Stretch2Engage: Service Engagement Framework
for Mental Health and Alcohol and Other Drug
Services® (Stretch2Engage) undertaken by the
Queensland Alliance for Mental Health Inc.,
Queensland Network of Alcohol and other Drug
Agencies and Enlightened Consultants

e Promoting Lived Experience Perspective Discussion
Paper4 authored by Dr Louise Byrne, Central
Queensland University

e Report of Promoting Lived Experience in Mental
Health Forum® held on 29 July 2016.
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What we mean by lived experience

Many different terms are used by the mental health,
alcohol and other drug and suicide prevention sectors
to describe people with a lived experience.

This discussion paper refers to people with a lived
experience as those who have a direct personal
experience of mental iliness and/or problematic
alcohol and other drug use.

It also notes the definition of a lived experience of
suicide as used by Suicide Prevention Australia as a
person who has experienced suicidal thoughts,
survived a suicide attempt, cared for someone who
has attempted suicide, been bereaved by suicide,
or been touched by suicide in another way®.

Different terms are also used to describe family
members, carers, and friends and support people by
different sectors. This discussion paper uses the
unigue terms used by each of mental health, alcohol
and other drug and suicide prevention sectors to
describe people who play a vital role in the lives of
people with a lived experience.

Share your views and
experiences

To inform the review of the Strategic Plan and to
increase engagement of people with a lived
experience, their families, carers and support people,
the Commission is seeking feedback regarding:

1. opportunities to increase meaningful engagement of
people with a lived experience, their families, carers
and support people from all backgrounds, to
influence the mental health, alcohol and other drug
and suicide prevention policies, programs and
service delivery

2. opportunities to increase peer work and peer
networks across the mental health, alcohol and
other drug and suicide prevention sectors

3. future priorities for lived experience engagement
and leadership across Queensland

4. examples of good practice, including those that
target people from diverse backgrounds.
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How you can provide your feedback

Respond to this discussion paper

Send a written response to this discussion paper by
emailing strategicplanreview@agmbhc.qgld.gov.au.

Responses are due by 5pm Friday, 12 May 2017.

The Commission may share your submission with
government agencies and may publish reports and
other documents referring to your feedback. Please let
us know if you do not wish your feedback to be publicly
released or if your feedback is being provided anonymously.

Participate in a forum

Participate in a forum hosted by the Commission, held
at locations across Queensland. Forums include:

e Lived experience forums to hear the views and
experiences of people with a lived experience of
mental illness, problematic alcohol and other drug
use and people affected by suicide including their
families, carers and support people

e Community forums to hear the views and
experiences of government and non-government
service providers and community members.

Strategic Plan forum locations and dates

Location Lived experience Community
forum forum
Rockhampton 13 March 14 March
Mount Isa 23 March 24 March
Ipswich 28 March 29 March
Logan 4 April 5 April
Brisbane 10 April 11 April
Townsville 8 May 9 May
Cairns 10 May 11 May
Toowoomba 1 June 2 June

To get more information about the forums, including
times and venues, and to register your attendance
please go to www.amhc.gld.gov.au.

Keep reform on track by getting involved and
staying informed. Speak up and voice your views.
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Background

People with a lived experience and their families,
carers and support people interact with government
and non-government agencies to develop and evaluate
policies, programs and services in a wide variety of
ways. This includes being provided with information,
being consulted, and providing support to others
receiving services.

These ways of interacting, when used appropriately,
are important to enable people with a lived experience,
families, carers and support people to be well informed
and ensure their voices are heard and considered
when making decisions.

However, there has been a continuing call for a higher
level of interaction through engagement which involves
people with a lived experience, their families, carers
and support people being actively involved in decision-
making as valued, equal partners.

What we mean by engagement and
leadership

Engagement is very different from other forms of
interactions and go beyond therapeutic relationships,
participation, being informed or consulted.

In 2016, as part of work to support the Strategic Plan, a
consortium of sector partners (Queensland Alliance for
Mental Health Inc., Queensland Network of Alcohol and
other Drug Agencies and Enlightened Consultants)
through the Stretch2Engage project defined
engagement as:

encompassing the processes or techniques that
services employ to involve people using services and
their families, carers and friends in the design or
redesign of their services®.

This type of interaction is active and intentional. It
requires government departments, agencies and
services to think about engagement differently: from
one that invites people with a lived experience to
engage, to one where organisations actively change
their approaches to enable engagement. Importantly
this includes adapting engagement strategies to ensure
that the voices of people from diverse backgrounds are
heard including those who may be considered ‘hard to
reach’ such as people who are homeless, have poor
literacy or from diverse cultural backgrounds.s.

Lived experience leadership takes many forms and
includes peer operated and managed organisations
and services.
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Why engagement and leadership is
Important

Engagement of people with a lived experience has
evolved differently and at a different pace in the mental
health, alcohol and other drug and suicide prevention
sectors®. Due to a range of historical and present day
factors, the nature and extent of engagement and
leadership opportunities varies between sectors’.

While these differences are important and should be
recognised, there is an increasing acknowledgement
across all sectors that engagement with people with
lived experience is seen as a human right with people
having the right to have a say in decisions which affect
their lives”.

It is also widely accepted that engagement with people
with a lived experience, their families, carers and
support people contributes to reduced stigma and
better outcomes™"®,

The Strategic Plan

There is a continuing need to increase opportunities for
engagement and leadership which are meaningful, well
supported and embedded as a fundamental part of
good practice.

Recognising the importance of drawing on their
wisdom, the Strategic Plan’s implementation is guided
by a principle requiring engagement which values
people with a lived experience as partners in guiding
reform and in service development, planning, delivery
and evaluation®.

It commits to identify and implement actions (Shared
Commitment to Action 1) to enhance engagement and
leadership as an area for reform by:

e providing meaningful opportunities for individuals,
families and carers to participate as equal partners
in all levels of policy development, and the co-
design, planning, monitoring and evaluation of
mental health, alcohol and other drug services

e ensuring individuals, families and carers are
informed, equipped and empowered to voice their
perspectives, particularly in relation to their rights™.

These actions are specifically focused on the ability of
people with a lived experience, their families, carers
and support people to:

¢ influence the system

e provide peer work and peer networks.
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Influencing the system

Engagement and leadership to influence the system
takes many forms across the mental health, alcohol
and other drug and suicide prevention sectors. The
most empowering form of engagement occurs within
organisations and services which are managed and
operated by people with a lived experience, their
families, carers and support people3. Other
engagement strategies include involving people with a
lived experience, families and carers in governance
and management groups, advisory groups, or
membership of recruitment panels®.

The Engagement Mapping Project undertaken by Urbis
on behalf of the Commission indicated that
engagement of people with a lived experience, their
families, carers and friends in the mental health and
alcohol and other drug sectors is largely in its
developmental stage. However, some examples of
good practice identified by the project included cross-
sector working groups, involvement in system-level

management, advisory council and board subcommittees®.

The project strongly suggested a need for a renewed
focus on engagement into the future, building on
existing good practice as well as the need to share
strategies and innovative approaches to effective
engagementz. Part of the renewed focus includes the
development of the draft Best Practice Principles as
part of the Stretch2Engage project’.

Mental health sector

Australian mental health policy has called for the
engagement of people with a lived experience of
mental illness, their families and carers in the design
and delivery of services since the 1990s. This call has
been informed and advocated by the consumer
movement which focuses on engagement as a human
right and citizenship issue which is embedded in a
recovery-oriented approach to mental health treatment
and care”.

Over many years, numerous guidelines and policies
have provided guidance and have set standards
requiring engagement with people with a lived
experience, their families, carers and support people,
including the National Framework for Recovery-
Oriented Mental Health Services® and the National
Standards for Mental Health Services® (the National
Standards).

The National Standards are implemented in Hospital
and Health Service mental health services through the
2010 Queensland Health Consumer, Carer and Family
Participation Framework™ (the Queensland Health
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Framework), which provides guidance on engagement
in service planning, delivery and evaluation.

The Queensland Health Framework does not apply to
non-government mental health services™. This sector
engages with people, including through a number of
organisations run by people with a lived experience,
their families, carers and support people including
Brook RED, FSG Australia’s PEARL program, Peer
Operated Service managed by Richmond PRA,
Queensland Voice and Mental Health Carers Arafmi
Queensland®.

Queenslanders with lived experience of mental illness
and carers are also represented on the Mental Health
Australia’s National Mental Health Consumer and Carer
Forum which provides an avenue for influencing policy
and programs at the national level'**2,

However, the Engagement Mapping Project indicated
the most common form of engagement in the public
and non-government sector involved seeking feedback
on service delivery. While some organisations indicated
they included people with a lived experience on
management committees and advisory groups, this
approach cannot be considered to be part of a systemic
approach across the public or the non-government sectors®.

The Engagement Mapping Project identified a lack of
financial and human resources as the main barriers to
meaningful engagement, particularly in the non-
government sector’. In some cases, and as indicated in
research, a lack of organisational structures also plays
a key role in supporting engagement and leadership
opportunities within the mental health sector®.

Opportunities to strengthen the mental health system'’s
approach to engagement exist with the review of the
Queensland Health Framework, planned as part of the
Connecting Care to Recovery™*. Supporting cultural
change and adopting a more effective approach to
engagement will also be supported through the piloting
and finalisation of draft Best Practice Principles,
developed as part of the Stretch2Engage projects.

Alcohol and other drug sector

The call for clients of alcohol and other drug services to
have a greater voice in the delivery of services is
gaining momentum, with steps taken to define and
support better engagement. It is important to
acknowledge that peer operated organisations have
been at the forefront of this momentum, providing
effective harm-minimisation support and improving the
ability to work with ‘hard to reach clients'®.
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Supported by evidence which demonstrates the clear
benefits of engagement and leadership in the alcohol
and other drug sector, much of the momentum for
change is driven by national policy”’. For example, the
National Safety and Quality Health Service Standards
require client engagement in the organisation and
strategic processes that guide the planning, design and
evaluation of health services, including alcohol and
other drug services'®.

The Draft National Drug Strategy 2016—2025 also
includes a priority to increase engagement with people
using alcohol and other drug services and peer
organisations in alcohol and other drug strategies'’.

The scope of engagement and leadership within the
alcohol and other drug sector is influenced by factors
unigue to that sector. These factors include people with
a lived experience of alcohol and other drug use fearing
repercussions due to, in part, the illegality of
possessing some substances, as well as high levels of
stigma. Engagement is also impacted by a lack of
resources and funding of alcohol and other drug services'.

In Queensland, a number of organisations are operated
by or include people with a lived experience of
problematic alcohol and other drug use, including the
Queensland Injectors Health Network (QulHN), and
play an advocacy role in policy development.

At the service delivery level, the Mapping Engagement
Project indicated that the alcohol and other drug
services surveyed placed a greater focus on
engagement as part of everyday operations and on
assisting people through treatment and support’.

To address the factors unique to the alcohol and other
drug sectors, Project Gauge released by Queensland
Health provides a client engagement and participation
toolkit, to enable public health alcohol and other drug
services to create partnerships with their clients and
improve the safety and quality of care’.

Opportunities to strengthen approaches to lived
experience engagement, as well as engagement with
their families and friends in alcohol and other drug
services include piloting and finalisation of draft Best
Practice Principles developed as part of the
Stretch2Engage project’.

Suicide prevention

The importance of including the voices of people
affected by suicide in decisions regarding government
policy and actions to prevent suicide is well
accepted®'®. A number of organisations engage with
people with a lived experience through advisory
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committees and other ways within the suicide
prevention sector®*®,

Promoted through a variety of organisations, including
Suicide Prevention Australia® and in Queensland by
Roses in the Ocean™®, people who have attempted
suicide and families and carers of people who have
died by suicide are represented on a number of
significant bodies, including the Queensland Suicide
Prevention Health Taskforce and the Queensland
Mental Health and Drug Advisory Council®®.

In Queensland, Roses in the Ocean supports a Lived
Experience Advisory Committee and provides support
to local groups to establish Lived Experience
Reference Group to contribute to suicide prevention
activities across Queenslandls.

Peer work and networks

People with a lived experience, their families, carers
and support people play a wide variety of roles in supporting
others in their recovery journey. These roles include
peer workers and being members of support networks”.

There are many perspectives on what a peer worker is
and the role they play. In broad terms they are people
who identify as having a direct lived experience of
mental illness and/or problematic alcohol and other
drug use who are employed in designated roles to draw
on their experiences™.

While many people who work in the system have a
lived experience or support others, these workers are
not usually considered to be peer workers as they are
not required to draw on their lived experiences as part
of their role and are not required to be open about
these experienceszz'zs.

Peer networks are described in different ways by each
sector and can include speaker bureaus and peer
education provided to the community. They often
involve people with a lived experience sharing their
personal experiences with others to increase social
connections and provide support. People with a lived
experience may also share their experiences with the
broader community to raise awareness and reduce
stigma and discrimination®*>?.

Mental health sector

The increasing focus on recovery-oriented treatment
and care within the mental health sector has seen the
emergence and growth of the peer workforce. A peer
workforce is now considered to be a fundamental
feature of a contemporary evidence-based person-
centered, recovery-oriented service system**.
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Peer workers are most commonly employed in the
mental health sector in various roles, including
providing peer support, consumer advocates,
consumer consultants, carer representatives and
consumer educators. These roles may involve people
with a lived experience of mental illness, providing
support, information and advice to others experiencing
mental illness, their families and carers. They may also
acts as an important liaison point between a consumer
and their treatment team.

In a direct service delivery role they ‘walk with others
on their recovery journey, one-on-one or in groups"‘.
Evidence suggests that peer workers in the mental
health sector can contribute to recovery-oriented
practice, reduce stigma and lead to more positive
outcomes®. As noted in Connecting Care to Recovery,
the benefits of a peer workforce also include reduced
hospital admission rates, social inclusion, reduced
stigma, and a sense of hope among people receiving
treatment and care. It may also support better
outcomes for particular groups, including Aboriginal
peoples and Torres Strait Islanders and people from
culturally and linguistically diverse backgrounds®.

As well as peer workers, peer support networks seek to
reduce stigma and support social inclusion and
recovery. They play an important role in sharing their
personal stories and experiences of recovery".

It is difficult to assess the number of people with a lived
experience providing peer support in Queensland due,
in part, to the different types of roles across the mental
health sector. However, there are numerous examples
of good practice. For example, in 2016, a partnership
between people with a lived experience, non-
government organisations, and Far North Queensland
Partners in Recovery developed the Far North
Queensland Peer Workforce Framework®. The
Framework provides an overview of the role of peer
workers and guidance on supporting the workforce.

An opportunity to further support the mental health peer
workforce in Queensland will occur through the
commitment made in Connecting Care to Recovery to
review current practices, protocols and scope of
practice of the existing peer workforce to develop a
peer workforce development plan'”.

As well as people with a lived experience working in the
mental health sector to provide support, a number of
speaker bureaus and peer networks operate in
Queensland. These networks have an increasing
presence in Queensland, including through beyondblue
Speakers Bureau®’ and the Brook RED Voices for
Change programzs.
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Alcohol and other drug sector

Peer support within the alcohol and other drug sector
involves people with a lived experience providing
mutual support and information to a person who is
having, or who has had difficulties associated with their
alcohol and other drug use. It is based on values of
reciprocity and experiential knowledge and can either
be provided alongside treatment or as a stand-alone
activityzg. They may be described in a wide range of
ways, including as peer mentors or recovery champions™.

Peer education in the alcohol and other drug sector
focuses on and is considered to be effective in reducing
alcohol and other drug-related harm. As noted in the
Draft National Drug Strategy 20162025 it is
particularly effective in service access and reaching
hard to get to groups“.

The importance of peer support is recognised in the
Queensland Alcohol and other Drug Treatment Service
Delivery Framework®" developed by a consortium of
public and non-government partners. The Framework
notes the important role played by peers in prevention
and early intervention (when harm has not yet
occurred), intervention (when harm is occurring) and in
aftercare (to mitigate future harm).

A number of peer-based services operate in Queensland
including through the Queensland Injectors Health
Network, peer support groups and peer support
provided as part of residential rehabilitation programs.

Suicide prevention

Peer networks play a significant role in the suicide
prevention sector. Work has mostly focused on the
establishment of speaker bureaus, in which people who
have been affected by suicide get support and training
to share their experience and raise awareness in the
broader community about suicide prevention6'19'27.

In Queensland, Roses in the Ocean supports and
operates the Voices of In-Sight lived experience
speakers hub providing training and support to
volunteers who have a lived experience of suicide™®.

In 2015, as part of an action under the Queensland
Suicide Prevention Action Plan 2015-17%, the
Commission funded the Train the Trainer Speakers
Bureau program. The program was delivered to 10
participants from regional and rural Queensland with
funding provided by the Commission. The Train the
Trainer program was created to expand the reach of
the Speakers Bureau and develop a network of lived
experience speakers in regional, rural and remote
areas across Queensland™.
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Participants in the training program have acquired the
knowledge and skills to host local Speakers Bureau
workshops to train additional people with a lived
experience of suicide to become active in suicide
prevention roles in their communities®,
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