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Part 1. Background

Introduction

The active participation of the public in decision-making, particularly policy and economic
processes, has a long history internationally. Most literature on participation points to
Sherry Arnstein’s provocative 1969 paper on citizen participation as a pivotal piece in the
development of the rationale and methods for encouraging participation. (1) Arnstein’s
“Ladder of Citizen Participation”, in which she proposed eight levels progressing from
non-participation (levels where the powerholders maintained all control) through degrees
of active participation is the basis for many current frameworks for participation
worldwide. (e.g., 2, 3) The guiding principle of these frameworks is that people have a
right to affect these processes. (1)

Active participation of people with a lived experience of a health or social condition in
policy, programs/services and research has been a particularly common application of
the principle of participation. (4, 5) Several Western countries including Australia have
formulated policies promoting the active involvement of health consumers and the
community, both in health practice and research (see for example the National Mental
Health Strategy, (6-11); Statement on Consumer and Community Participation in Health
Research,(12)). Many authors have also argued that to be relevant and effective, health
research and services’ design and implementation must be informed by end users. (4,
13, 14) This grassroots approach to the design of research and services suggests that
the people who use services are the best placed to identify existing gaps and how their
needs may best be met. (15, 16)

Recent research (17, 18) on the impact of active involvement (as opposed to
participation as a “subject”) in the research context provides some useful and practical
perspectives on participation that are applicable more broadly. Active involvement has
demonstrable positive effects on people with lived experience of the condition or topic of
a study, including feeling heard and empowered, learning new skills and increased trust
in researchers; researchers also discovered fresh insights into their work and enjoyed
greater connection with the community. (17) However, involvement is not without its
negatives, particularly if it is done poorly: people with lived experience can feel unheard
and marginalised, find it difficult to negotiate changes to rigid protocols, may feel ill-
equipped to participate equally with researchers and clinicians if there is no training and
report there is often a lack of feedback on how their input was used and affected the
project. (17) Researchers also found it difficult to manage tensions between traditional
research rigour and lived experience perspectives on appropriate methods and could not
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always accommodate the necessary extra time and resources to manage this, leading to
tokenism. (17)

There are a number of clear messages from the literature on involvement, most of which
entail good planning as early in the project as possible: it is important to build in time and
resources for involvement of people with lived experience in projects; plan appropriate
forms of involvement that account for the skills and experience with participatory
research or practice of both the people implementing the project and the people with
lived experience; and invest time understanding expectations, defining boundaries for
elements that cannot be changed (e.g., it may not be possible to alter the content or
implementation of an evidence-based program) and exploring possibilities for flexibility.
(2, 3, 12) The engagement framework provided in Part 2 and the research involvement
planning tool provided in Part 3 are designed to facilitate effective planning for
engagement of people with a lived experience of suicide across the entire LifeSpan
project (implementation and research), with guidance and references for useful methods
and support tools.

A final consideration for any process of engagement is understanding its impact. Similar
to continuous quality improvement cycles in health services, it is important for everyone
involved in a project to examine what worked, what didn’t and what effect the
engagement is judged to have had to inform future processes. Further, it is important that
everyone, especially people with a lived experience, have an opportunity to contribute to
the evaluation of engagement and to discuss its effect. The strategies elaborated in Part
2 describe ways in which this may be achieved. However, Staley’s (18) reflection that this
is “experiential knowledge” rather than traditional evidence, and its impact highly
dependent on contextual factors is important. Factors such as the scope of the influence
of the people involved, the action taken in response to recommendations and the
assumptions all players brought to the project will all influence how impact is rated, but
these may be different from one project to the next. When looking to fill the gap in our
understanding of how engagement is effectively achieved, it should therefore be
examined carefully within the context in which it was implemented. (18)
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Scope and purpose

The purpose of the current project was to develop a framework and recommendations for
accountability mechanisms for the engagement of people with lived experience of
suicidality, bereavement by suicide and mental illness in the implementation of the
LifeSpan systems approach to suicide prevention. The scope included a rapid review of
the evidence for effective engagement frameworks for people with lived experience, their
families, support people and carers, focused on suicide, mental illness and health
consumer literature. Searches included black (peer-reviewed) and selected grey (non-
peer-reviewed) literature. The framework for engagement was developed based on the
findings of the literature review, including recommendations for engagement in project
development, governance, delivery, measurement and evaluation, focused on specific,
practical and measurable actions for sites to take for meaningful engagement.
Recommendations on measurement strategies form part of the framework.

Methods

Terminology

One of the challenges of reviewing work in this area is that terminology varies
substantially internationally and even locally according to the customs and preferences of
the groups concerned. It is acknowledged that the preferred terms for the LifeSpan
project are “engagement” and “people with a lived experience” and these are used
throughout this document where possible. The exception is in the names of specific
methods, measures and tools. An adapted version of the Suicide Prevention Australia
definition of lived experience has been followed: “...experienced suicidal thoughts,
survived a suicide attempt, cared for someone who has been suicidal or been bereaved
by suicide.”

However, in order to capture the broadest range of literature, it was also necessary to
incorporate terminology commonly used in the mental health and health sectors,
including consumer, service user, patient, involvement and participation. Each of these
terms is subtly different in meaning and use, but the underlying principles and purpose
align.

The framework has incorporated the guiding principles of the inclusion of lived
experience of suicide prevention by Suicide Prevention Australia: (1) People with a lived
experience have a valuable, unique and legitimate role in suicide prevention; (2) Lived
experience helps change the culture surrounding suicide and to preserve and promote
life through compassion and understanding’; (3) Inclusion and embracing diversity of
individuals, communities and cultures enriches suicide prevention; (4) Empower and
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support those with lived experience to share their insights and stories with a view to
preventing suicide; (5) Utilise our lived experience to educate, promote resilience, inspire
others and instil hope; (6) People with lived experience support, advocate for and
contribute to research, evidence-based practice and evaluation; (7) All suicide prevention
programs, policies, strategies and services will at all levels include genuine meaningful
participation from those with lived experience; and (8) Encourage and nurture
collaboration and partnerships between organisations and stakeholders.

Grey (non-peer reviewed) literature

Identification of models and frameworks that could be used directly or adapted for use in
the LifeSpan project commenced with a search of grey literature in October 2016. Grey
literature consists of reports, websites and other materials published outside the
academic or peer-reviewed literature. Suicide prevention websites, peak health and
mental health consumer organisation websites and known participation sites such as
INVOLVE were searched for frameworks and evidence of their implementation and
effectiveness. This was supplemented with searches of Google and Google Scholar
using a combination of keywords including: [suicid*, OR self-harm] [health, mental health]

and [“framework”, “prevention”, “intervention”, “program”, “policy evaluation”,

, 'strategy’,
“co-design”, “Experience Based Co-Design (EBCP)”] and [*‘consumer” “lived
experience”]. Other terms searched included “patient and public involvement (PPI)”,
“patient/public involvement”, “user involvement” and “lay involvement”. Further possible
sources were identified by hand-searching reference lists of included materials. A coding
sheet was developed to extract and summarise key information from each source to
underpin the framework and measures presented in the next section. Full coding of all

included websites is contained in Appendix 2, including links to sites.

Black (peer-reviewed) literature

To complement the frameworks and strategies identified in the grey literature, and to
compile available research evidence on the effectiveness and impact of strategies, a
search of the peer-reviewed literature was undertaken in November 2016.The
PsychINFO and PubMed databases were searched using the terms in Box 1.1. The
searches returned 3147 records in PsychINFO and 2685 in PubMed. After duplicates
were removed, there were 5147 records for screening.

1. Lived 2. Suicide 3. Mental health 4. Engagement
experience
consumer suicid* “‘mental health” PPI (patient and Public involvement)
client “self-/ “‘mental disorder” “co-/ design™”

harm”
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Iay “‘mental disease” EBCD (Evidenced-Based Co-Design)
“treatment-/ “‘mood disorder” “‘user exp™”
seek™
citizen depress* “put?llc involvement )
patient engagement
“‘user perspective”
“help-/ seek™” bipolar collaborative
“service-/ “emotional disorder” “‘user-/ led”
use*”
stakeholder “affective disorder” “expert panel”
“advisory
carer “personality disorder”  “advisory board”
survivor “psychopathology” “reference group”
family psychiatr* consultative
spouse borderline patient satlsfac:,,tlon
-/ cent*
-/ led”
activation”
“significant anxi* “‘peer-/ led”
other”
“lived exp*” psychos* “peer work”
bereave* “‘mental illness” participatory

“treatment-/

addiction

“shared decision”

seek™”
“alcohol use”

) “clinical governance”
drug

abuse”

dependence”’

AOD redesign, “re-design’
“substance use”

“substance abuse”

“‘harmful use”

“‘gambling disorder”

*9

“‘gambling problem

“‘problem gambl*”

Box 1.1. Review search terms
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Figure 1.1 summarises the screening process according to the PRISMA guidelines for
systematic reviews. (19) Screening was undertaken by four researchers. An initial subset
of abstracts was screened by multiple people to refine the inclusion and exclusion criteria
(see Appendix 1) and check for consistency. The full set was then divided between the
four researchers for screening. Due to time constraints, abstracts were not double-
screened. At the conclusion of screening, the full text of 79 papers was retrieved for
inclusion in the review. Due to the slightly different nature of the black literature
compared with the grey literature, a separate coding sheet was developed for extraction
of key information from peer-reviewed papers. Findings are summarised in the next
section with full coding contained in Appendix 3.
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o
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Figure 1.1 PRISMA flow diagram for black literature search
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Part 2. Findings

No single, comprehensive framework for engagement of people with lived experience of
suicide was identified and measures of the effectiveness of engagement strategies
tended to focus on “experiential knowledge” rather than traditional evidence. (18)

The engagement strategies that satisfied the inclusion criteria for black literature fell into
the following ‘types’:

1. Advisory groups/committees (n = 6)

2. Co-design (n=17)

Focus groups (n = 14)

Forums (n = 3)

Patient/client/consumer-led (n = 10)

Peer programs (n = 13)

Multiple strategies; no clear primary strategy (n = 16)

N o o~

Given that the grey literature consistently pointed to the use of ‘patient/client satisfaction’
surveys and ‘engagement in own treatment’, another round of screening was conducted

identifying an additional two engagement strategies. These two groups did not fully meet
the selection criteria and are thereof not part of the formal systematic search findings but
are summarised in the next section: Elaboration of the framework.

8. Satisfaction surveys (n = 36)
9. Tools to engage a person in own treatment decisions (including shared decision
making) (n = 37)

Notwithstanding the lack of comprehensive measures of effectiveness for different types
of engagement, both grey and black literature have some suggestions and examples of
what ‘effectiveness’ may entail and how it could be quantified. Studies from the peer-
reviewed literature matching the criteria and the types of outcomes of ‘effective’
engagement were:

Improved health/wellbeing/skills of the individual (n=12)

Positive experience of being involved by the individual (n=6)
Increased/better understanding of what is ‘good’ engagement (n=25)
Improved tools, services (n=31)

No impact (n=5)

o O O O O

The framework that follows was developed from a range of literature, and is constructed
with consideration for the core values for engaging people with lived experience of
suicide and recommendations from “The Way Forward” — developed by Suicide Attempt
Survivors Task Force [p10 (20)]:
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All activities designed to help people with lived experience of suicide should be
consistent with one or more of the following core values.

© NOoO O A~ wWDNRE

Foster hope and help people find meaning and purpose in life

Preserve dignity and counter stigma, shame, and discrimination

Connect people to peer supports

Promote community connectedness

Engage and support family and friends

Respect and support cultural, ethnic, and/or spiritual beliefs and traditions
Promote choice and collaboration in care

Provide timely access to care and support



Draft framework for engagement of people with lived experience

Design

Evaluation

1. Shared
decision-making

SEEE) Organisation

program

5. Co-design of .
9. Advisory group,
services and y.g p
programs representatives in

2. Treatment

working groups

Policy/

strategy

13. Co-design of
policy/strategy

6. Reference groups

10. Lived experience-led committees, equal
preferences Representatives on representation in all decision-making bodies
committees
3. Self-help 7. Peer workers, 11. Lived
programs/tools

peer-led programs Experience-led

training for staff

4. Satisfaction
surveys

8 Lived -12. Interw-ews with
. Lived Experience reps,
experience .
regular audit of
feedback, co- o
engagement activities
evaluation

14. Regular
reviews of policy
and its
implementation by
Lived Experience
reps
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Elaboration of the framework

A systemic approach for involving people with lived experience means implementing
engagement strategies at each aspect of an organisation in health care delivery and
programs across a number of levels of the organisation. (21) There are numerous ways
to categorise these levels of engagement; a widely recognised model across health and
mental health literature that is implemented across health organisations (22) (23) (21)
recognises four levels for engagement:

Individual level
Service program level
Organisational level
Policy/strategy level

A wn PR

Each of the four levels includes a set of strategies that are relevant to the design,
management, delivery and evaluation. This approach aims to provide opportunities and
platforms for people with lived experience to be involved at each level.

Detailed elaboration of the implementation of this Framework within the LifeSpan project
is outside the scope of this report and will be undertaken by LifeSpan Implementation
Managers. As a highly complex project, many elements of LifeSpan could be considered
“‘microsystems” to which all levels of the engagement framework could be applied, in
addition to the “macro” view of LifeSpan as a whole. For example, strategy level methods
could be applied both at the governance level of the entire project as well as within the
governance of a particular service provider involved in implementation. Appendix 4
comprises recommendations for the broad alignment of engagement strategies across
the nine LifeSpan strategies.

Measuring engagement and its impact
Measuring outcomes for engagement

Measuring the impact of engagement is not an easy task. There is no consistency in
measurable outcomes of engagement reported in health or mental health literature. This
frustration around the lack of measures and tools is prominent in the relevant literature
and a small number of attempts to integrate the evidence of possible outcomes have
been made. Health Issues Centre (24) conducted a series of rapid reviews on engaging
consumers in health decision-making effectively. Table 1 below lists a number of tools
that the review found can be used to evaluate engagement on all levels. However, the
review concluded that tools at the individual level of engagement have been well

11
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implemented and evaluated but more work is required for the other levels. In particular,
the reviews found strong evidence on the effectiveness of interventions at the individual

level of care, which enable individual consumers and their carers to be involved in

decision-making processes. However, there is a dearth of evidence on the effectiveness

of consumer involvement at the program, organisation and government level.

Table 1. Summary of engagement tools and evidence for impact - adapted from (24)

Level of Focus of Tools for Evidence of impact
engagement common tools engagement
Individual Decision-making 'Question‘ prompt list; Ability to erfgage B
processes information packages; consumers in decision-
chronic disease self- making processes
management groups;
shared decision making
tools
Program Feedback from Involvement of Consumers’ input into

Organisational

Government/
community

consumers on
possible
improvements or on
involving consumers
in planning

Seek the input of
consumers and
community
members for
planning or reforms

Consult and engage
with consumers and
communities;
engage consumers
and community to
input into future
health planning

consumers on
committees and
reference groups

Community advisory
committees and
community councils

Legislation, policy and
resources to guide the
implementation of
engagement; citizen
juries, interviews,
surveys, focus groups
public forums and
advocacy

the design of resources
has the greatest
potential to successfully
contribute to
committees and working
groups

Minimal evaluations;
tools designed to
produce benefits for
health services than
individual consumers

Minimal and ad-hoc
evaluations; all methods
identifying useful data to
inform future health
planning

Simpson and House (25) reviewed evidence from studies on the effects of involving
users (patients) in the delivery and evaluation of mental health services. Their main
results point to a range of ways the users could be involved in improving services. Half of
the reviewed studies (n = 12) considered involving users in case management and they

12
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found having users as employees was associated with clients’ greater satisfaction with
their personal circumstances and with fewer hospitalisations. Providers of services who
had been trained by users had more positive attitudes toward users, although — perhaps
surprisingly — clients reported being less satisfied with services when interviewed by
users. More recently, Conklin et al. (26) reviewed literature on outcomes of public
involvement in health-care policy and found that the concept and indicators used to
examine and determine outcomes remain poorly specified and inconsistent. There was
some evidence, however, of the developmental role of public involvement (enhancing
awareness, understanding and competencies among lay people).

One systematic review (27) focused on evaluating involvement of service user and
caregivers in strengthening the mental health system. The review examined service user
and caregiver involvement in low- and middle income countries and included studies with
direct involvement of mental health service users and caregivers in: (i) development of
policies or strategies; (ii) planning or development of services; (iii) training of health
workers in mental health care; (iv) service monitoring, evaluation or quality control; or (v)
mental health research. Most of the literature included in the review reported service user
and caregiver involvement at the service-level (for example, self-help and support
groups) rather than the systems-level (e.g., policy, planning, monitoring or evaluation
level). Overall they found a lack of high quality research and weak evidence base for the
work that was conducted in service user involvement.

Types of engagement outcomes

One example drawn from the most recent literature (28) used a framework for monitoring
and evaluating patient participation in developing guidelines for the process or
employment and re-employment for people with severe mental illness. They made a
clear distinction between the process of involvement and the outcomes of involvement or
patient participation. The quality of patient involvement was determined by the extent to
which the process and the outcomes meet an explicit criteria. The process criteria
included:

1. Balancing the number of patients with professionals (50/50)

2. Addressing diversity in the patients

Adequate expression/involvement/contribution by the patients
Transparency of the process

Clarity of expectations

Involvement throughout the process

Involvement in all levels of decision-making

Facilitation of patient involvement - use of different forms of participation
Addressing patients’ needs in the process

© ©® N g~
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10. Positive attitude towards patient involvement
Additionally, the outcome criteria included:

1. Direct outcomes:
a. Consensus on the content
b. Incorporation of patient input in the final product
c. Practical relevance of the guideline
d. Dissemination (and implementation) of the guideline
2. Indirect outcomes — (self-reported) learning process of patient representatives and
the organisations.

One example of tangible and measurable outcomes for engagement in a particular
context is that of The Southcentral Foundation’s Nuka System of Care where the Alaska
Native people are in control of health care delivery. It recognizes that disease and its
treatment has social, psychological and cultural components as well as the traditional
biomedical issues. (22) The consumer is treated as a customer and as an owner of their
own healthcare. The governing board, which is composed entirely of ‘customer owners’,
sets the direction and the CEO creates an environment that ensures the organisation is
working towards its vision and measures progress along the way. This relationship-
based, customer-owned Nuka System of Care has demonstrated measurable
improvements in health care including:

- 52% increase in consumers enrolled to an integrated primary care team,

- Decrease in the average delay to schedule a routine appointment from 4 weeks to
same-day access,

- Reduction in the number of individuals on the behavioural health waiting list from
about 1,300 to nearly zero in a year.

- Reduction in Phone waiting times from 2 minutes to less than 30 seconds.

- 36% reduction in hospital days,

- 42% reduction in emergency care and urgent care usage, and 58% reduction in
specialty clinic visits have been sustained for 10 and above years.

- Reduction in staff turnover to one quarter of the level it was 5 years earlier.

Increasingly organisations are using volunteers and peer support to bridge the gap
between the service provider and consumer. Repper and Carter (2010) describe models
of peer support that have been developed and evaluated as having merit. These include
informal and ad hoc support among consumers (often naturally occurring); organised but
unpaid peer support generally undertaken by volunteers who take on roles as ‘mentors’
or ‘peer buddies’; and paid peer support, where participants will generally be part of a

14
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team contracted to provide services to consumers. Using patients to educate clinical
professionals also has potential to change the culture of the organization and decisions
about treatment (KPMG International, 2014).

VIC Health: Doing it with us not for us (29) lists a range ‘standards’ for service user
engagement that vary according to the organisational context. For example: “Standard 2:
consumers, and, where appropriate, carers are involved in informed decision-making
about their treatment, care and wellbeing at all stages and with appropriate support” (VIC
Health, 2011; p19). Each standard includes a number of indicators, for example, (i)
maternity services; (i) community health services; and (iii) mental health for the
abovementioned Standard 2 (p20). Each indicator includes a numerator and
denominator, for example, ‘community health services’ -indicator for Standard 2 the
numerator is “The percentage of clients/carers satisfied or highly satisfied with their
involvement in decisions about their care or treatment” and the denominator “The total
number of clients/carers who participated in consumer/carer surveys”. Target for
community health services within this plan was 90% but it is crucial that these
numerators, denominators and targets are appropriately matched to the context. The
Standard 4, for example, includes “consumers, carers and community members are
active participants in the planning, improvement and evaluation of services and programs
on an ongoing basis” (p26) where the numerator is “the number of dimensions or
specified activities where consumers, carers and community members are active
participants” and denominator are the six dimensions of specified activities including:

Strategic planning

Service, program and community development

Quality improvement activities.

Developing and monitoring feedback, complaints and appeals systems and in the
review of complaints.

HwnN e

o

Ethics, quality, clinical and corporate governance committees
6. Consumers, carers and community members are involved in the development of
consumer health information

These standards, their numerators and denominators are consistent with a range of other
indicators and standards reported elsewhere (30). This approach could be partly adapted
to the nine LifeSpan strategies: Standards corresponding to the nine strategies and each
Standard would have an engagement Indicator, Numerator and Denominator for
measurable outcomes appropriate for each context.

15
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Engagement outcomes from the current review

Similar to a previous systematic review (27), our review of the peer-reviewed literature
found mostly evidence of individual treatment and service level engagement strategies
and a negligible amount on organisational or policy level and higher level governance or
decision-making. The studies included in the current review mostly reported
improvements in services or treatment methods/tools as possible outcomes of
implementing engagement strategies (n=31). Almost as common (n=25) was an
increased or improved understanding of what is good engagement. A group of studies
(n=12) reported improved health/wellbeing or skills of the individual as the outcome
measure. Only a handful (n=6) reported positive experience of engagement as the
outcome and some (n=5) reported no impact.

General recommendations for measuring involvement/engagement:

o Validated tools e.g., satisfaction surveys — reported by most engagement
frameworks with evaluation component. The highest standard for using
satisfaction surveys is to have a quality improvement process attached to
the use of these surveys.

o Fidelity with protocols, guidelines, checklists e.g., service meets a certain
number of criteria for engagement

o Measurable targets e.g., executive boards have a minimum number of
people with lived experience

o Numerators (%) e.g., the percentage of clients satisfied with their
involvement in decisions

o Denominators (#) e.g., number of programs that have a peer-mentor
attached to it

Throughout the description of the methods of engagement to follow, a number of options
for possible measures of accountability and outcomes have been included. The most
appropriate choice depends on whose perspective on the process or outcome is being

sought. In most cases, when examining engagement and its impact, self-report
measures from people with lived experience who have been involved should be the first
choice. Where possible, such measures that were co-developed with people with lived
experience are identified, to increase the likelihood that items are acceptable and
relevant for a lived experience perspective.

16
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Four levels of engagement (adapted from Carman et al. (31))
Individual level engagement

At the individual level, engagement integrates a person’s values, experiences, and
perspectives related to prevention, assessment and treatment, including managing their
own health and wellbeing and selecting the best ways to engage with professionals and
services. Individuals are empowered to make decisions about their own care and they
are active participants in evaluating the care they received. Engagement here need not
involve interaction with clinicians or other professionals. Individuals may also engage
with a range of information resources and groups to initiate or sustain personal care
preferences—for instance, seeking information about health, wellbeing and treatments,
or participating in community-based self-management support groups.

1. Shared decision-making (SDM) tools

Purpose: To engage and give people control in decision-making about their own care. To
engage family members to support the person.

Rationale: Shared decision-making interventions improve autonomy, information sharing,
and collaborative decision-making; grants the person seeking care lower stress, a
greater sense of control and better functional outcomes (32) (33).

Activities: ‘Patient activation’ (the person's knowledge, skill, and confidence to manage
his or her health) interventions; information regarding own health and wellbeing;
provision of relevant information about care options (33) (34).

Measurement (accountability):

e Independent observer rating of SDM: OPTION-scale (35, 36)— to assess the extent to
which practitioners involve people in decision-making processes about their own care
(available at:
http://www.optioninstrument.org/uploads/2/4/0/4/24040341/option_12_rater _manual.p
df)

e Consumer self-report measure: CollaboRATE, a 3-item consumer-reported measure
of SDM (37) available at http://www.collaboratescore.org/collaborate-measure.html

Measurement (outcome/impact):

e Patient Activation Measure-13 (PAM-13) (38) to assess the degree of patient
activation. (Licensing information available at:
http://www.insigniahealth.com/products/product-licensing)

17
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2. Treatment preferences

Purpose: Allow for preferred ways of looking after own health and wellbeing with (or
without) family/carer support.

Rationale: People are more motivated to attend to their own well-being if they feel like
active participants in its management (39)

Activities: ‘Decision Aids’, provision of information and care options for individuals and
their support network (40-42)

Measurement (accountability): Self-reported experience of being involved in treatment
decision-making (43, 44)

Measurement (outcome/impact): Improved health and wellbeing as an objective measure

3. Self-help programs and tools
Purpose: Engage individuals in independent management of their own wellbeing

Rationale: There are fewer barriers to reach out to self-help programs than attend face-
to-face or tele support.

Activities: Online resources, programs, networks, forums. Online resources for family
members for both bereavement and concerns about a loved one; Patient accessible
electronic health records (PAEHRS); ‘Wellness Planner’ - client-held medical record/crisis
plan in booklet form (45-47) (48) (49) (50, 51) (52) (53)

Measurement (outcome/impact): Improved health and wellbeing, activation/enablement
(54)

4. Satisfaction surveys
Purpose: Feedback, active engagement in improvement/evaluation.
Rationale: Surveys provide direct feedback from people attending services/programs

Activities: Online surveys, pen-and-paper surveys, instant feedback surveys at the
service.

Measurement (accountability): Embedding of satisfaction survey in quality improvement
processes with demonstrable plan for use of feedback.

Measurement (outcome/impact): Increase/decrease in patient satisfaction. Organisations
to set a goal, cut-off score or percentage improvement.

Examples of validated scales from peer-reviewed literature:
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e The Your Experience of Service (YES) questionnaire (55). Basic questionnaire
consists of 28 items plus demographics. Includes some outcome questions (mental
health recovery-based). Developed and evaluated through the National mental health
consumer experiences of care project in Australia; project focused on extensive
consumer involvement in survey development, testing and refinement. Designed for
use in public mental health services in Australia. Licencing available at:
https://mhsa.aihw.gov.au/committees/mhissc/YES-survey/;

e Client Satisfaction Questionnaires (CSQ) (56) Multiple lengths available (3-18 items).
Requires permission of copyright holder and fees apply. Used widely internationally in
inpatient and outpatient mental health, case management for severe mental iliness,
alcohol abuse programs, primary care, employee assistance programs and psycho-
educational groups. http://www.csgscales.com/;

e Perceptions of Care (PoC) survey (57). Consists of 21 items. Developed at the
McLean Hospital (USA) to understand acute mental health care experiences
(inpatient and outpatient). Based on literature reviews, but tested and refined with
consumer input. Requires permission to use and fees possibly apply. Licensing
information available: http://ebasis.org/poc.php;

e Patient Perspective Survey (PPS). Consists of 38 items. Designed to encourage
active involvement in healthcare consultations and increased satisfaction with general
practitioners. Primarily tested with people with psychosocial or musculoskeletal
conditions in primary health care. (58, 59);

e Patient Satisfaction questionnaire (PSQ) (60). Available in 18, 50 and 80 item
versions. Language very oriented towards medical care. Freely available for use.
http://www.rand.org/health/surveys tools/psg.html

Most scales measure a combination of various dimensions of patient experience,
including access to services, interpersonal communication and trust (61). These
dimensions are applicable across a wide range of services.

Service/program level

At the service/program level of engagement, individuals with lived experience help
design services, training programs, community campaigns, physical spaces such as
health care facilities; serve on services’ patient and family advisory councils; participate
in the design and execution of treatments, services and quality improvement projects;
and assist with staff hiring, training, and development.
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5. Co-design of treatment/services/programs

Purpose: Involvement of individuals with lived experience at each stage of the
development service/treatment/program from initial design to testing and evaluation (62)
(62, 63) (64) (65)

Rationale: People who use the service will be experts in what they need from a service;
they know what has worked and what has not.

Activities: Using co-researchers each stage of the project; co-design; re-design;
Experience-Based Co-Design (EBCD) (66) (67) (45) (68) (69) (70) (71) (72) (73) (67)
(45) (89) (72) (74) (75) (76) (77) (78).

Measurement (accountability): The percentage of programs that have been co-designed,;
the number or percentage of people with lived experience as part of the team.

Measurement (outcome/impact): Improved experience of services (79) (see satisfaction
surveys under 4 above)

6. Reference groups, representatives in program/service delivery management
Purpose: To seek advice from individuals the programs are aiming to help.

Rationale: People who have used or who have aspired to use services are experts in the
preferred ways of service/program delivery and/or management.

Activities: Ongoing ‘lived experience’ reference groups for general consultation; focus
groups for specific projects; representatives in program management. (80) (75) (81) (82,
83) (83) (84, 85) (86)

Measurement (accountability): Percentage/number of representatives,
percentage/number of programs/treatments that consult reference groups; interviews of
representatives and group members of their experience of being involved

Measurement (outcome/impact): Improvement in specific programs (satisfaction, health
outcomes)

7. Peer workers, peer-led services/programs

Purpose: To link people with lived experience with those who come in to contact with
services/actively seek help.

Rationale: Peers are in a unique position to promote recovery, assist to find a pathway
out of crisis and build a sense of connectedness. Thus, providing and receiving help from
someone who has experienced a similar crisis provides a potential for empathy and role
model of recovery (71).
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Activities: Peer mentors/workers at each point of contact; peer-led programs that take
place after or during formal treatment/intervention (87) (88) (89) (90, 91) (92) (93) (94)
(95) (96) (97) (98).

Measurement (accountability): Number/percentage clients provided access to peer-

worker, number of/increase in the peer-led programs, number/percentage of clients have
access to such programs.

Measurement (outcome/impact): Improvements in measures such as suicidal ideation,
social isolation, mental health (99)

8. Lived experience feedback, co-evaluation
Purpose: Translate feedback into quality improvement through formal mechanisms.

Rationale: Quality/service improvement should respond to the needs of people who use
services in a direct and timely manner.

Activities: Regular ‘survey-to-feedback-to-practical-measures’ mechanism, interviews or
focus-groups with targeted ‘co-evaluators’, ‘quality improvement teams’. (100) (66) (62)
(70) (37) (101) (102) (103) (72)

Measurement (accountability): Embedding of feedback/evaluation in quality
improvement. Set goals for future satisfaction scores. (104)

e Developing Recovery Enhancing Environments Measure (DREEM) (105) provides
a user-led structure, which enables services to measure their commitment to, and
effectiveness in, providing recovery-based care.

e Consumer Evaluation of Mental Health Services (CEO-MHS (72)) a consumer
constructed scale for a comprehensive service evaluation. This tool is constructed
as well as designed to be used by service users.

Measurement (outcome/impact): Increase in program satisfaction (90, 106)

Organisation level

At the organisational level, engagement integrates a person’s values, experiences, and
perspectives into the design and governance of organisational practices. Individuals are
engaged early, meaningfully and systematically at each level of the organisation; they
are not token or single representatives. For example, people with lived experience will
participate as decision-making members in continuous quality improvement teams, take
part in hiring decisions, and develop and provide staff training.
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9. Advisory group, representatives in committees/working groups
Purpose: People with lived experience responsible for high-level organisational design.

Rationale: A systematic approach to engage people with lived experience in all levels of
organisational design. Suicide prevention organisations will benefit from unique insight of
lived experience in designing organisational processes and products that better suit the
needs of their target audience.

Activities: General expertise steering committees; specific advisory groups (for specific
subject matters). (107) (108)

Measurement (accountability): Number/percentage of representatives; annual audits of
the use of advisory committees

Measurement (outcome/impact): Regular interviews with representatives about their own
experiences of being involved.

10.Lived experience-led executive boards, equal representation in decision-
making events/bodies

Purpose: People with lived experience involved and responsible for high-level
organisational decision-making.

Rationale: A systematic approach to engage people with lived experience in all levels of
decision-making. Involving people with lived experience will hold the organisations
accountable to the needs of people they exist to service.

Activities: Leaders and representatives in Board of Executives/committees,
representatives in all decision-making bodies, Lived Experience governors, Lived
Experience involvement in staff recruitment, Lived Experience posts in organisations.
(109) (110) (32) (111)

Measurement (accountability): Equal number of representatives on boards; annual audits
of the use of advisory committees; possible outcomes of engagement listed as part of the
organisational structure and planning.

Measurement (outcome/impact): Regular interviews with people with lived experience
representatives about their experiences of being involved.

11.Lived experience-led training for staff

Purpose: Provide staff insight in the lived experience of suicide (bereaved, concerned
and attempt survivors) and its relevance to the organisational context (organisation
specific).
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Rationale: A systematic approach to engage people with lived experience in all levels of
decision-making - organisations dealing with suicide prevention will benefit from the
unigue insight of lived experience in all levels of management. Provides people with lived
experience the opportunity to take a position of expertise and power where they are
listened to and respected (77).

Activities: Staff training for all levels of organisation by people with lived experience of
suicide; workshops; themed events led by people with lived experience.

Measurement (accountability): Number of events/workshops/training a year.

Measurement (outcome/impact): Improved staff knowledge/understanding; improved
experience/satisfaction.

12.Interviews with lived experience reps, regular audit of engagement activities

Purpose: To evaluate the engagement experience of people with lived experience on the
organisational level to reflect on the experiences of the people involved.

Rationale: Meaningful engagement entails people having their voice heard and feeling
that their involvement serves a real purpose.

Activities: Interviews with people with lived experience, formal annual audit of all
engagement activities involving people with lived experience.

Measurement (accountability): Audit (annual/bi-annual).

Measurement (outcome/impact): Regular interviews/focus groups and feed back to the
organisation

Policy/strategy level

At the policy/strategy level, engagement focuses on developing, implementing, and
evaluating organisational suicide prevention policy and strategy. Engagement in
policy/strategy helps ensure that the organisational system (including the ways in which
the organisation collaborates and communicates between different levels) is oriented
around and responsive to perspectives of people with lived experience. At this level,
engagement may include single individuals as well as representatives of consumer
organisations who speak on behalf of a general constituency.
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13.Co-design of policy/strategy

Purpose: Involve people with lived experience in high level decision-making on strategic
planning and policy development.

Rationale: Ensure that policy and strategy adequately and appropriately reflect the needs
of people with lived experience.

Activities: Co-design of policy documents; workshops for policy development including
people with lived experience. It is important to use different individuals for separate roles.
For example general ‘policy experts’ for consultations across a range of activities should
be separate to ‘specific experts’ for more focused strategies (112) (113).

Measurement (accountability): Goal for every piece of policy and organisational strategy
to have at least (a number of) people involved in its development; this number depends
on the context and needs to be carefully adjusted depending on the purpose of the policy
or strategy.

Measurement (outcome/impact): Little guidance in the literature on measuring the impact
of involvement at the policy/strategy level. (24) Policy impact itself is also difficult to
measure. Could consider assessment by people with lived experience of the acceptability
and relevance of co-designed versus other policies.

14.Regular review of policy and implementation by people with lived
experience

Purpose: Involve people with lived experience in the evaluation of organisational strategy
and policy

Rationale: People with lived experience have unique expertise on what type of
policy/strategy is effective and appropriate in the context of suicide prevention

Activities: Annual reviews of policy by people with lived experience followed by focus
groups/workshops for discussions and recommendations for quality improvement.
Involving lived experience in individual amendments of policy/strategy

Measurement (accountability): Number of reviews annually; minimum number of
reviewers with lived experience; formal mechanisms in place how to implement
recommendations from the reviews.

Measurement (outcome/impact): Little guidance in the literature on measuring the impact
of involvement at the policy/strategy level. (24) As for co-design, could consider
assessment by people with lived experience of the acceptability and relevance of policies
updated with lived experience input compared with pre-review versions.
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Part 3. Research involvement

Model

This flexible model of involvement was originally developed by Dr Elspeth Macdonald for
practice-based research networks and has most recently been applied to primary health
care research involvement. (2) It was designed to facilitate involvement of various
stakeholders in a health research project. Thinking about the various stakeholders with
an interest in the LifeSpan project and its research outcomes and planning for their
involvement will ensure the research makes the best contribution to ongoing
implementation. The model is sufficiently general that it may also be adapted for use in
an implementation context. The stages and stakeholders are substantially similar which
would allow the use of the matrix for planning engagement in site and program
implementation as well as research.

The model has three separate dimensions. When combined, these dimensions form an
easy to use matrix to plan the involvement of stakeholders at the initiation of the project.
The model is designed to break planning into manageable pieces and move away from
black and white thinking such as “involve or not”. Researchers are encouraged to involve
stakeholders in the engagement planning process. This encourages thinking “outside the
box” in terms of design and methods, giving stakeholders the opportunity to decide how
they would like to contribute and reducing the chances of imposing the researchers’
plans upon them.

The three dimensions are:
e The stakeholders to involve;
e The stages of the research at which they will be involved; and

e The level of involvement for each stakeholder group at each stage.
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Stakeholders

The variety of stakeholders with an interest in
actively participating in health research has
variably been conceptualised as a puzzle with
interlinking pieces or a wheel in the style of a pie
graph (Figure 3.1 reproduced with permission
from (3)). Both require all pieces (stakeholders)
to be included to make a whole. The proposed
model encourages researchers to think about
which groups may wish to play an active role in
a research project when they are formulating
ideas and ideally develop those ideas in
conjunction with the stakeholders. For example,
a project to examine crisis care in the
emergency department might consider involving
people with a previous lived experience of crisis care, a range of emergency department
staff involved in providing crisis care, other service providers who may be involved in

Consumers/
Community
Members

Non
Government
Organisations

Figure 3.1. The stakeholder wheel

care designed to prevent crises occurring and possibly administrators and policy makers
who make decisions about the way care is funded and supported by policy. By
considering and consulting with stakeholders early in the process, a solid basis for
relevant research with greater likelihood of uptake is established.

Stages of research

The second dimension of the model follows what the NHMRC & CHF term the “quality
improvement cycle” for research. (114) As
illustrated in Figure 3.2, the cycle identifies the
broad stages of the research process, all of
LR Deciding which offer specific opportunities for

Knowing what .

whatto do Oraaarch stakeholder involvement. The stages are not
exhaustive or necessarily mutually exclusive,

but they offer a guide to the research process

Letting

F’f:gv've “how - which may be more useful than thinking of a
results e project as a whole entity. The NHMRC & CHF
offer some suggestions on putting involvement
Doing it into practice at each stage and the

responsibilities or questions that researchers
and other stakeholders may wish to address.

\\/‘ .

Figure 3.2. The research cycle 26



Framework for engagement final report

(114) Anne McKenzie of the University of Western Australia and Telethon Kids’ Institute
has further developed extensive materials targeting specific strategies for each of these
research stages, offering practical tools and ideas to guide planning (see
www.involvingpeopleinresearch.org.au).

Level of involvement

The final dimension of the model is the level of involvement of each stakeholder group.
As described in the introduction to this report, the literature often describes involvement
as a ladder from low to high or along a continuum. As illustrated in Figure 3.3, our model
draws on the idea of a continuum, with the addition of markers indicating the amount of
involvement. The markers can be easily transferred to the planning matrix as discussed
in the next section.

Non-participation Tokenism Participation

A A AN
( \N4 N

A\

Receive Consulted&  Advise Plan Delegated Assume
information provide jointly responsibility  control
information

Figure 3.3. Continuum of involvement

The original model as developed by Dr MacDonald included stars as markers, but these
may be misinterpreted as value judgments (e.g., five stars are better than four stars)
when in fact the markers simply illustrate the increasing amount of involvement. The
“best” involvement is that which is appropriate to the project as well as the skills and
experience with collaborative research of all stakeholders including the researchers. This
is not always at the highest end of the scale.

The model matrix

When the first two dimensions of the proposed model are combined, they form a blank
table matrix into which research planners can insert the level of involvement markers to
complete the plan of involvement in their project (Figure 3.4).
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Stakeholders

Deciding what to research

Deciding how to do it

Doing it

Stages

Letting people know the
results

Knowing what to do next

Figure 3.4. Stakeholder involvement matrix

An example

Figure 3.5 represents a fictitious example of how a completed plan for a project with a
service focus may look. In this example, there is joint planning between all stakeholder
groups when deciding what to research. This might include asking stakeholders to
identify practice and/or policy problems and assist in developing the proposal.

Researchers have greater responsibility for deciding on methods and carrying out the
project in this plan, with some consultation and advice from stakeholders. If a project is
methodologically complex, it may not be practical to have a greater degree of
involvement of non-researchers at these stages of research, but it is still important to
seek advice on issues such as data collection methods that are sensitive to participants
and the acceptability of information sheets. A recent study on clinical trial information
sheets in the UK found that 66% of participants showed understanding of all aspects of
the trial when provided with an information sheet revised by consumers, compared with
only 15% of participants given the original sheet. (115)

Consumers and practitioners have more responsibility when the research findings are
disseminated in the example plan. This is a key way to effect broad dissemination of
results for translation into effective practice. Stakeholders could help collate the study
findings in a format that is accessible to other professionals or consumers and facilitate
actions such as distribution to networks and presentations to stakeholder groups.

Completing the cycle (and beginning a new cycle) with decisions on the next steps such
as implementation plans and further research is again a joint planning process. This
stage is particularly amenable to actions such as roundtable discussions and interactive
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workshops. However, care must be taken to ensure that power imbalances and tensions
are skilfully managed by including more than one representative of disempowered
groups like consumers and possibly the use of a professional facilitator.

Consumers | Practitioners | Policy advisers | Researchers

Deciding what to do

OO | OO 000
Deciding how to do
t O O O 0000
Doing O | GO | @
Letting people know
the results o000 | OO0 000 000

Knowing what to do

oo | CCO | OO | OGO

Figure 3.5. Example stakeholder involvement plan

A key feature of the proposed model is flexibility. Researchers are not constrained by
applying one level of involvement to their entire project or to all the involved
stakeholders. Further, the plan should not be considered as fixed, but rather to be
modifiable throughout the course of the research if necessary. For example, if consumers
showed patrticular interest in data collection and capacity existed to train them, it would
be possible to update the above plan to reflect delegated responsibility for consumers in
carrying out the research.

Finally, the proposed model is designed to encourage researchers to think about their
own capabilities in managing the involvement process and design a project that
maximises the opportunity of all to succeed. Many researchers strongly support
stakeholder involvement in research but feel they do not have sufficient experience and
skills to undertake higher level involvement such as employing a consumer researcher.
The proposed model allows these researchers to start with involvement in specific parts
of their research and build on their successes in a continual cycle of improvement and
extension.
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Practical strategies and impact

A recent systematic review undertaken by Brett and colleagues (116) aimed to identify
the impact of research involvement across all the key stages of the research process.
The review included 66 studies and concluded that whilst there is evidence of impact
across the research process, much of the evidence is weak and requires enhancement.
In the initial stages of research such as choosing the topic and designing the research,
the review found positive effects of involving people with lived experience in prioritising
research topics for the agenda and in developing research questions relevant to the
group targeted by the research. (116) When undertaking projects, the evidence
supported comment and pragmatic criticism on research protocols and measures
including appropriateness of design from consumer perspectives and assistance with
language for a lay audience. (116)

Knapp and colleagues (115) provide a particularly thought-provoking example of the
effect of consumer involvement in adjusting the language in a clinical trial participant
information sheet. Concerned that participants were not providing true informed consent
when agreeing to participate in a trial for acute myeloid leukaemia in the UK, the authors
redeveloped the information sheet with the assistance of a consumer group. In a
subsequent randomised controlled trial to compare understanding of the trial by people
who received the original participant information sheet with those who received the
redeveloped version, they found 66% of people who received the redeveloped sheet
could demonstrate understanding of the trial versus 15% of those who received the
original. Further, 87% of people said they preferred the redeveloped version.

Brett et al (116) also found evidence to support active involvement of people with lived
experience of a condition or illness as interviewers. Studies found that there was greater
rapport provided by a shared understanding, resulting in participants reporting better
resonance of questions and a more honest flow of information. Similarly, at analysis and
write-up, involving non-researchers brought different perspectives to the interpretation of
findings, helping to seat results in gaps relevant to clinical and community interests. This
also applied to dissemination of results: community connections provided influence when
results were released and implemented. (116)

The review also identified a number of challenges across the research process. In the
initial stages, tensions between user-friendly versus scientifically rigorous methods
sometimes resulted in power struggles and tokenism. Researchers also reported
difficulty in recruiting and retaining a range of people to involve, particularly when it was
not clear how the consumers’ input was being used in the project. Many researchers also
struggled with the additional time and cost of managing consumer involvement within the
limitations of a study. (116)
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Part 4. Supporting engagement

Box 4.1 Guiding principles for effective engagement

e Engagement needs to be appropriate — don’t set people up to fail, so consider
o Skills of the people offering the engagement opportunity
o Skills of the people being engaged
e Build in plenty of time and resources for engagement — it should be central to
program and research design, not an afterthought
o Ensure people involved in your work are not out-of-pocket (reimburse
costs)
e Shared expectations are crucial to a good experiences for all parties
o Document your own assumptions about engagement, what you want
from the process, boundaries of things that cannot be altered and areas
of flexibility
o Document the same for the people being engaged
o Invest time discussing documented positions to reach a shared
understanding
e Be prepared to negotiate and ensure you are in a position to use the feedback
provided: it is tokenistic to consult people with lived experience if you are
unwilling or unable to use their recommendations

A final consideration for effective engagement is how to best support the process and
maximise the chance for people with a lived experience to have a positive experience of
being involved. The literature on supporting engagement focuses on general principles
which should be elaborated for each engagement exercise rather than specific strategies
which may not apply in all contexts. These principles are summarised in Box 4.1. (2, 3,
12,114, 118)

As described in the introduction to this report, good planning underpins successful
engagement. Taking the time to identify expectations and the support needs of both the
people running the project and the people they wish to engage are key factors in creating
a successful partnership. For example, health consumers in Telford and colleagues’
(118) consensus study on successful research involvement agreed that consumers
should be offered training and mentoring that they identified as necessary during
discussions at the beginning of each research project, and that researchers should also
identify their own training needs to support engagement. In the Australian context, this
may entail offering consumers and researchers a short workshop such as that offered by
the Consumer & Community Health Research Network
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(www.involvingpeopleinresearch.org.au) or through ACACIA: The ACT Consumer &
Community Mental Health Research Unit (http://cmhr.anu.edu.au/acacia). Assigning a
research mentor experienced in conducting participatory projects who can facilitate
understanding between researchers and consumers is another good method and builds
capacity both with researchers and people with lived experience.

Outside the research context, engaging with consumer and community organisations and
peak bodies that have representative programs is a good way of accessing people who
have received training in contributing to services and policy, and usually have added
support from their organisation to facilitate engagement. Initiatives such as the Suicide
Prevention Australia Lived Experience Network or Health Consumers NSW Consumer
Representatives Program help people with lived experience contribute from both their
own personal perspective and a broader representative view. It can be useful to
approach these organisations as a source of people who may have an interest in being
engaged; however, it is also worthwhile establishing ongoing relationships with
organisations so that people from the community without training or established
membership can be directed to these sources of training and support. With larger scale
projects, it may also be possible to establish workshops that are somewhat tailored to the
processes in which people will be specifically engaged. This would require adequate
resourcing to ensure the community organisations were not bearing extra cost.

One criticism often levelled at training and mentoring of people with lived experience is
that it may result in “professionalising” of their views and potentially loss of some of their
unigue perspective. (116) Whilst it is important to acknowledge this risk, it should not be
a reason not to offer training and support. Representative and research training for
people with lived experience is generally aimed at increasing people’s understanding of
the health system and research so that they can contribute with confidence amongst
clinicians, decision-makers and researchers. The risk of only engaging “professional’
consumers can be mitigated by deliberate engagement with a range of people, both
experienced and new to active involvement in each project.

A final consideration in supporting engagement is financial recognition for contributions.
The literature reflects agreement that people with lived experience engaged in projects
should at a minimum have any costs incurred reimbursed, including indirect costs such
as carer support (114, 118) and this is also an expectation of community organisations
providing representatives. However, any further financial compensation such as sitting
fees or incentives should be considered on a case-by-case basis and agreed with
individuals engaging with the project. Ethical conduct of research requires that any
incentive offered should be commensurate with what is being asked of participants, and
this can be extended to offers made to people who are actively engaging with a project’s
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processes. However, payments such as sitting fees can have taxation implications and
should therefore always be agreed with individuals.

With careful thought and planning, engagement can be a rich and positive experience for
all concerned. Most negatives reported in the literature such as unmet expectations
reflect a failure to plan rather than a failure of the process. Investing the time to discuss
the “who”, “how” and “how much” of engagement in a collaborative way and being open

to change will maximise the chances of success.
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Appendix 1: Inclusion and exclusion criteria

Search generated 5147 articles to be screened (title and abstract)

SPLIT FOR SCREENING on EndNote, 3 researchers screening - each record will be

screened by one of three researchers, record numbers for each researcher as follows:

AS: 1-1250, 2001-2500
BF 2501-3800, 4001-5000
OF 1250-2000, 3800-4000

AG screened 1300 records in alphabetical order for records 1-1250, 2501-3750 for
discussion of consistency and refining of criteria

SCREENING CRITERIA 16/11/216
Inclusion:

1. ANY mention of framework OR strategies for engagement/involvement of
consumers with “lived experience” in one or more areas related to the service
a. design and development
b. governance
c. delivery
d. evaluation of services
2. Evaluations of the framework OR strategies for engagement/involvement of
consumers with “lived experience”
3. ‘Health’ and ‘mental health’ -related
4. Empirical papers only

Exclusion:

1. Commentaries

Editorials

Policy papers

Evaluations of treatment outcomes/trials (unless interventions specifically
targeting engagement to a-d)

5. Treatment adherence studies

H w N

Additional limits to make criteria stricter added 22/11/16

(1) Is an engagement strategy used (not just mentioned)
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(2) Which strategy is mentioned as the primary strategy [J drag to a relevant group
(also ‘other’ and ‘multiples’ available where this is not clear)

Additional limits 24/11/16

Include studies that use engagement strategy ONLY if they include the
implementation of the results.

Examples;

- Study uses a consumer focus group as a strategy in the design of new program
for depression INCLUDED

- Study uses a consumer focus group to evaluate the efficacy of depression
treatment NOT INCLUDED
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AUSTRALIA

c
AT c_s 9
Aim” or s Q = 2
Score* | Organisation Framework/ purpose of the ) -E S 2 % Evidence of effectiveness
o Engagement strategies = o S o .
source organisation z " o o) /accountability measures
- o
5 Roses in the http://rosesinth | Works with - Members with lived experience on board of X X X An advisory body consisting of
Ocean eocean.com.a | suicide directors people with a lived experience is
u/lived- prevention - Roses Radio written in in the governance
experience- experts in - Trainers and facilitators deliver a range of training structure of the organisation
suicide/ research, policy | programs and workshops informed by their
and service personal story of suicide and that of the members of
delivery to the Lived Experience Collective.
innovate better - Suicide Prevention Speakers Hub
options to - Aids in the design of suicide prevention reference
support those groups for other organisations
who are - Lived Experience Collective comprising lived
struggling to find | experience champions across Australia
a life worth
living. The following programs:

- “Voices of In-Sight” workshop

- “Our Voice” —capacity building workshop

- “Our Voice Reference Groups”

- Lived Experience Reference Group

- Host an Awareness Event Workshop

- “Living Perspective of Suicide” — workshop
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“Media Training”
‘Living Perspectives of Suicide” — workshop

MIND

Enhancing
Consumer
Engagement:
A framework
for action

https://www.mi
ndaustralia.org
.au/assets/doc

s/Enhancing%
20Consumer%

20Engagemen
t%20Framewo

rk%2011 11.p
df

Provider of
community
mental health
services

Establishment of Consumer Family and Carer
and Peer Engagement (CFC&PE) unit.
Training and mentoring package to all clients
that support consumers participate formally and
informally

Consumers’ Skills Bank — matching
consumers to paid referent and speaking
opportunities

Co-design of Resource Kit to resource clients
who wish to participate and contribute to
organisation’s processes.

The Vine - an organisation-wide client focused
newsletter

Opportunities for client feedback — client
satisfaction surveys

Formal feedback mechanisms through
technology

Structured feedback into existing processes
Peer-programs

Peer support groups

Peer-led groups

Peers on line (eService)

Peer warm lines (phone line)

Peer volunteers

Area based client forums and peer workers
Client focus groups

X X - Integrate consumer
engagement into the
organisation’s Research and
Evaluation framework

- Undertake evaluations of
specific actions (such as
peer training)

- Disseminate learning
through publications and
presentations
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Sponsor selected clients to attend national and
international forums

Headspace Clinical National youth - Headspace Youth National Reference group Evaluation of hY NRG
Governance mental health (hY NRG) headspace
Framework organisation, https://www.headspace.org.au/about- Independent Evaluation
provides early us/headspace-youth-national-reference-group/ Ongoing internal evaluation -
https://headsp | intervention - Training for hY NRG members which including data monitoring
ace.org.au/ass | mental health maximise youth participation and Family and Friends
ets/[EOI/ATTA | services to 12- representation Subcommittee Service
CHMENT-C- 25 year olds - Supervision and mentoring of hY NRG Activity Data
headspace- Members Centre Work plans
Clinical- - Family and friends advisors (family or friend Headspace independent
Governance- of someone who has sought help from evaluation
Framework.pdf Headspace)
- Involvement of family and friends in the
development, planning, delivery, and evaluation
of mental health services
The Mental Carer and National INFORM Benchmarking and linkages:
lliness Consumer network of - Through Mi Recovery, Well ways, factsheets,
Fellowship of Participation mental health newsletters, resources develop performance
Australia Framework based CONSULT measures that assist in

http://recoveryl
ibrary.unimelb.
edu.au/__data/
assets/pdf_file/
0006/1391505/
carer_and_con

sumer_particip

membership
organisations.
Provides
support through
local services

Consumer and Carer Advisory Committee on
practice improvement, individual participation
plans, Focus Groups, Surveys, Involvement in
developing evaluation

INVOLVE

Staff orientation, planning, interviewing and
training; Peer workforce, PHAMS employment,
Home Based Outreach, Helpline; Respite
services; Volunteer in OP shops

measuring the effectiveness
of carer engagement and
facilitate benchmarking
opportunities for quality
improvement
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ation_framewo
rk_2014.pdf

COLLABORATE

Involvement in organisational strategy and
governance, Doorway, Co-design and Evaluate
Programs; Choir, Brainwaves & Speakers
Bureau; Peers on interview panels; NDIA
services purchased by consumers

CONSUMER & CARER LED

Drive personal wellbeing and recovery process;
Govern, design and deliver services; Mental
Health Advocacy

QLD Health

Consumer and
community
engagement
strategy 2016-
18 (Townsville
Hospital)

https://www.he
alth.gld.gov.au

[townsville/Doc

uments/execut
ive/thhs-
engage-con-
com.pdf

QLD state
government
health
organisation

“Partners in Healthcare” quarterly newsletter
distributed to patients and the community
Newspaper articles informing the community
about progress related to the re-introduction of
birthing services in Ingham

“Big Smiles” annual preschool oral health
awareness activities

Adult Acute Mental Health Inpatient Unit
consumer forums

Annual maternity services survey

Patient and family interviews related to
changes to inpatient visiting practices
Consumer perspectives workshop
Attendance of THHS staff at the local
Intercultural Services Meeting

Consumers reviewing patient brochures in
the THHS Patient Information and Health
Literacy Meeting

Consumers on the End of Life Program Board

Reporting on consumer and
community engagement
activities through routine
service reporting schedules
Evaluation of the six THHS
Consumer and Community
Engagement Principles

Feedback and consultation
from consumers,
communities and staff

Measurement against formal
standards
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- Consumer surveyors during the annual
Queensland Bedside Audit

- Co-development of patient information with
consumers for the Adult Acute Inpatient Mental
Health Unit

- Consumer Advisory Network meetings in the
Rural Service Group

- Co-design of Ingham Birthing Services with
local community members

- (Committees): Consumer members on the
THHS Clinical Governance Committee,
Healthcare Standards Committee, Research
Development Committee, Person Centred Care
Meeting etc.

- Consumer participation on the planning group
for the Child and Youth Services Strategy

- Consumers as members of interview panels
for staff in mental health services.

- Community membership on the Board.

Tasmanian
Government’s
Department of
Human Health
and Services

Consumer and
Carer
Participation
Framework

http://www.dhh
s.tas.gov.au/

data/assets/p
df file/0010/63

586/Consumer

Tasmanian state
government
health
organisation

Lists very generic policy interventions (page
12):

- Direct involvement with service provider in
development of individual plans

- Participation in case conferences with service
providers

- Family/carer meetings with service provider

- Workers e.g. consumer consultant, carer
consultant, peer support worker in Mental

X X - Regular public meetings
with engaged consumers
and carers

- Providing feedback to
consumer about how
their participation is being
used
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and Carer P

articipation_Fr
amework.pdf

Health Services and non-government
organisation services

Consumer advisory groups set up within
services and programs

Consultation processes e.g. when new services
are being set up

Delegated representative at planning meetings,
in reference and working groups for projects, on
job selection panels as appropriate

Reviewer in accreditation processes

Workers e.g. consumer consultant, carer
consultant, peer support worker in Mental
Health Services and non-government
organisation services

Representative on Mental Health Services
state-wide management group, on policy
working groups, in Accreditation processes, on
national policy forums

Specific programs designed to make social
environments more consumer-friendly (e.g.
government working parties to improve access
to sport or employment programs
Representative on Ministerial Advisory Group
or through peak body

State
Government of
Victoria,
Department of
Health

Doing it with
us not for us —
Strategic
direction
2010-13

Victorian
government
health
organisation

Individual level

Accessible information to consumers
Resources through consumer/carer
engagement

Well-written health information based on: A
guide in the development of health information

Participation standards and
associated indicators (in detail
p 12), for example:

Indicator 2.3 Community health
services:
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file://IC:/Users/

Program or departmental level

u4671994/Do - Training to staff in communication skills and - Numerator: The percentage
wnloads/1104 how to involve consumers and carers in of clients/carers satisfied or
007 DIWUNE decision making highly satisfied with their
U_StratDirecti - Promote the importance of consumers and involvement in decisions
on FA3 web carers providing feedback to improve services about their care or treatment
%20- - Links with community organisations to provide - Denominator: The total
%20PDF%20 emotional support and ongoing information to number of clients/carers who
1).pdf consumers participated in
- Involve consumers in the development of consumer/carer surveys
clinical guidelines and research. - Target for community
- Use consumer experience and satisfaction health services is 90%
surveys to improve service delivery
Health service organisational level Percentage goals and outcomes
- Resource consumer/carer participation in are discussed for the publication
developing and reviewing strategic plans, or consumer engagement
designs, annual reports, and action plans resources and the participation of
- Resource consumers, carers and community consumers in decision making
members to participate on your quality, ethics, (measured by number of
and governance committees publications, and number of
Department of Health level activities involving
- Training and education to staff on how to use consumers/carers in decision
evidence based consumer/carer engagement making).
strategies.
SA Health Caring SA state - Family sensitive training X X - Carer feedback consumer file
Together — An | government - Respite for carers available as planned - Outcome measurement data
Action Plan for | health - Direct support for carers of people with a - Development of local carer

Carer
Involvement in
Victorian

organisation

mental illness through the carer support
program

information/support kits and
associated distribution data
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Public Mental
Health
Services

http://tandemc
arers.org.auli
mages/Resour
ces/State%20
Gov/Caring_ T
ogether.pdf

Carer support and resource workers located in
metropolitan and rural Victoria

Funding of carers of people with a mental
iliness (organisation, carer network, advocacy
group?)

Funding of Koori support (carer support
program)

Creation of a part time academic position for a
person with lived experience

Consultation with carer advisory committees
Resource kit for carers

Website with directory of public mental health
services, links, and relevant resources

Carer representatives for mental health
initiatives

Carer-led research

Website to provide information about carer
engagement

Funding of carer advocacy networks
Encourage carer participation in
undergraduate/pre-service and in-service
training of mental health staff, police and other
relevant professions.

Conduct education sessions on the impact of
mental illness on families and friends

Create a new information toolkit

Carer information sessions for local areas
Discussion groups, carer representatives on
committees, formal internal complains
mechanisms, carer input into staff in-service

Clinical audit of individual
carer plan development
Carer Participation Plan
National Survey of Mental
Health Services (to 2004-05)
and the Mental Health
Establishments National
Minimum dataset (from 2005-
06)

National Standards for Mental
Health Services Monitoring
and analysis of Carer
Experience Survey

Clinical service reviews
Documentation and other
reports on carer consultations
and strategies
developed/local carer
participation plans

Progress and evaluation
report on the above
framework
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training, planning, delivery through to
evaluation
Creation of a formal carer participation policy

National Mental | Consumer and | Consumer Satisfaction and evaluation surveys X X Page 16: An evaluation and
Health Carer advocacy Focus groups ongoing review process of
Consumer and | Participation organisation Support groups consumer and carer participation
Carer Forum Policy aiming to give Regular meetings with local, State / Territory will occur annually within all
consumers and representatives public, private, and non-
http://nmhccf.o | carers a united, Public, private, and non-government community government mental health
rg.au/publicati | national voice advisory groups organisations, to ensure sound
on/consumer- Newsletters principles and practices are
and-carer- Mental health consumer and carer networks maintained and mental health
participation- Meetings with senior management organisations remain accountable
policy Websites for their actions. This may occur
Consumer and carer representation on steering in conjunction with continuous
committees quality improvement processes
Reference groups and accreditation against the
State / Territory ministerial committees National Standards for Mental
Health Services.
EACH Social Consumer, Provides health, Consumer engagement working group X X Page 19: A list of measurable
and Carer and disability, Develop a consumer, carer and community targets, e.g. “the consumer
Community Community counselling and engagement framework engagement working group will
Health Engagement community Newsletters, brochures, intranet networks be successful if it meets a certain
Framework mental health Advisory group with input at the organisational number of times a year, is
services across and strategic levels established before a certain date,
http://www.eac | Australia Use marketing strategy to invite consumers and etc.”
h.com.au/wp- carers to advisory committee
content/upload Multiple feedback collection strategies (none
s/2016/03/CC actually listed)
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C-
framework.pdf

Map all existing consumer, carer and
community engagement activities across each
professional training for staff in consumer
engagement

Create a consumer, carer, and community
engagement feedback database

Prahran Carer Agency of the Individual level engagement: consumer Pages 19-20. Very detailed and
Mission Participation Uniting Church involvement in treatment, care planning & organisation specific. In general
and in Australia, decision making checklists, formal guidelines
Involvement provides Develop and implement carer identification and principles that spell out the
Strategy 2012- | rehabilitation policy, procedures and pro formas organisation’s general
2014 services to Provide orientation for all new staff regarding expectations of consumer
those carer engagement engagement, protocol on

http://tandemc
arers.org.auli

mages/Prahra
n%20Mission

%20Carer%20
Participation%

20and%?20Invo

lvement%20St
rateqy%20201

experiencing
mental illness

Develop protocol for communication between
workers/management and carers

Provide training to staff on issues of
engagement, confidentiality and consent
Develop generic carer information pack in
consultation with carer representation
organisations

Carer newsletter, handbook and manual
Source carer representation from all program

information delivery,
orientation processes,
updating case management
documentation, checklists,
surveys, and evaluation forms
The table on page 32 mentions
that an advisory group could
provide accountability.

2-2014%20- areas and develop an advisory group: “Advisory
%20FINAL.pdf Group will be formulated to ground carer needs
in practice and to advise on the development of
policy, processes and procedures, and to
develop the CC/CL role and position
description, and recruit to it”
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Agency for Patient Works with Extensive list of possible interventions and X X X X Page 14 recommends:
Clinical Experience clinicians, suggestions for cultural/organisational change,
Excellence and Consumer | consumers and | starting on page 9. For example: - an annual review of the
Engagement: managers to volume of projects the
a framework design and - Surveys, patient stories and interviews, PEACE (patient experience
for action promote better rounding, patient experience videos, focus and consumer engagement)
healthcare groups, co-design, patient-reported outcome team has been involved in,
https://www.ac | for NSW measures, patient reported-experience from basic involvement
i.health.nsw.go measures, patient experience trackers through to more complex
v.au/networks/ involvement.
peace Discusses and provides examples for all four - measurement of website
levels of engagement (five levels in this traffic (internal and external)
framework) and website analytics (user
location, frequent users, and
searches).

- development of new toolkits

- NGO’s and community group
member consultation,
projects involved in and level
of contributions

- Survey of consumers
engaged with ACI

Australian Development Australian Australian Commission on Safety and Quality in | x X X X Report acknowledges that
Commission of a Consumer | government Healthcare conducted consultations on the evaluation is a general issue
on Safety and Engagement commission: development of a consumer engagement with consumer engagement.
Quality in Statement for | leads and framework. Key practical measures Does suggest that evaluation is
Healthcare the coordinates discussed/recommended during the of critical importance, and that
Commission national consultation process included: it should cover outcomes,
improvements in practice, process and
safety and
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https://www.sa
fetyandquality.
gov.au/wp-

content/upload
s/2012/01/Dev

elopment-of-a-
consumer-

engagement-
statement-for-
the-

quality in health
care

- supporting consumers meeting together to
facilitate learning and capacity building

- establishing a database of all consumer
representative groups

- building the capacity of consumer
representative bodies, including through
specific funding of their projects

- establishing a consumer participation
clearinghouse or resources collection, to build
capacity and raise the profile of consumer

management of policies and
initiatives.

Commission.p research
df - annual or biannual conferences on safety and
quality
- support consumers to give papers at
conferences
- build on existing consumer and community
groups
- phone line for consumers to provide feedback
to the commission
- consumers on project advisory groups
- consumers within the governance structure of
the organisation
Central Consumer Primary care Recommendations from the lit review Strategies X X Various examples of formal
Victorian Engagement partnership mentioned in table on page 30: consumer engagement tools are
Primary Care in Central supporting listed (page 31):
Partnership Victoria — a health and Individual level: Question prompt list,
literature community information packages, chronic disease self- - The partnership self-
review for services to management groups, shared decision making assessment tools (USA)
health and collaborate for tools
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community
services

cpcp.com.au/w
p-
content/upload
s/2015/02/Con
sumer-
Engagement-
Literature-
Review-

2015.pdf

improved
community
health

and wellbeing

Program level: involvement of consumers on
committees and reference groups
Organisational level: community advisory
committees and community councils
Government level: legislation, policy and
resources are being created to guide the
implementation of community participation
Community level: citizen juries, interviews,
surveys, focus groups, public forms, advocacy
groups

- Patient based care challenge
(Aus.)

- Well Connected (UK)

- Community participation
evaluation tool (South
Australian Community Health
Research Unit)

Also discusses other less
formal evaluation methods,
such as document reviews,
annual reports, media
coverage, informal feedback,
surveys, etc.

National Mental
Health
Commission

Participation
and
Engagement
Framework

http://www.me
ntalhealthcom

mission.gov.au
/media/79498/
FINAL%20PE
F%20-
%2011%20Se
ptember%202
013.pdf

National
government
commission:
aims to bring
attention to
mental health
and suicide
prevention and
influence policy
reform

Co-chaired expert groups

Involving people with a lived experience of
mental illness in commission events
Community forums at all commission meetings
Workshops, forums and surveys

Reaching out to members of the public through:

Engagement with consumer representatives
and peak bodies

Targeted media engagement

Social media campaigns

Peer support strategies

Consumer engagement
measures include the following
(Page 14):

- The number of stakeholders
participating in key projects

- Number of people reached
who may be isolated by
distance, discrimination, lack
of resources or other barriers

- Whether other organisations
adopt our participation and
engagement framework
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Self Help Straight from Promotes self- Suggestion boxes X Participation guidelines for

Addiction the Source: A | help approaches Provision of information (noticeboards, recruiting new staff:

Resource practical guide | to recovery from newsletters, pamphlets, handbooks, etc.)

Centre to consumer severe alcohol Consumer rights, (charters, formal policies, - Consumers to actively
participation in | and drug related accountability mechanisms, etc.) contribute to the discussion
the Victorian issues Informal and formal complaints mechanisms during the short-listing of
alcohol and Client feedback mechanisms applicants
other drugs Surveys - Consumers to participate in
sector Interviews the development of questions

Focus groups - Consumers to directly
http://sharc.org Service user groups guestion the interviewee
-au/wp- Service user advisory groups - Consumers to participate in
content/upload Peer workforce, peers in service delivery post interview discussion
s/2014/02/NP6 Quiality assurance -

9876- Strategic planning Specific mechanisms for
APSU .pdf Consumers on committees, organisational feedback:

committees and reference groups and boards

of management - Reports and reflective

Consumer-led training evaluations

- Journal
- Feedback forms
- Focus groups

ACT Health Consumer and | ACT state Call centre (health direct), online portal, X HEALTH DIRECTORATE
Carer government websites, annual reports, the provision of
Participation health health service directories and the running of - Listening and Learning:

Framework

http://health.ac

t.gov.au/node/
2053

organisation

health campaigns

Patient journeys recorded and shared with
staff

ACT Healthcare Consumer Satisfaction Survey
Consumer needs analysis

Consumer Feedback Policy
and Standards
Implementation of the
Australian Charter of
Healthcare Rights and
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Consultation with consumer and carers prior
to major developments (such as the design of a
new hospital) and consumer consultation on the
development of resources, guidelines and
campaign materials

Regular meetings of a User Group to advise
on the redevelopment of the Neonatal
Department

ACT Listening and Learning Standards detail
quality processes for managing consumer
initiated feedback

Consumers and peak agencies participate in
annual ACT Budget consultation

Consumers involved in accreditation
processes in line with Australian Council on
Healthcare Standards

PatCH Consumer Network assists with
developing Patient Held Records (PHR) that
contain a parent-driven summary of medical
records

Funding of mental health consumer groups
Family initiated medical emergency team call
line

Consumers involved in various committees
Respecting Patient Choices program allows
patients to document decisions about their
future health care

Opening of West Belconnen Health
Cooperative provides consumer controlled
health services

Charter on the Rights of
Children and Young People
in Healthcare Services in
Australia

Consumer, Carer and
Community Representative
Program and Reimbursement
Policy

Relationships with consumer
advocacy agencies through
service funding agreements;
and

Respecting Patient’s
Choices.

REPORTING THROUGH

Annual Reporting
Implementing and reporting
on specific frameworks and
policies such as the
Consumer Feedback
Management Policy, the
Mental Health Consumer and
Carer Framework
Assessment and
accreditation against the
National Safety and Quality
Health Service Standards
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Mental health consumers employed as
consumer advocates & consultants
Expansion of jointly-owned & democratically-
controlled health care co-operatives across
ACT

Winnunga Nimmityjah Aboriginal Health
services funded as an Aboriginal community
controlled health organisation

QLD Health

CALD
Consumer
Participation
and Mental
Health

QLD state
government
health
organisation

Reference Group

National Advisory Group provides expert advice
in regard to consumer participation to people
with CALD background

Workshops

Information resources to increase health
literacy of CALD communities

Engagement with CALD community leaders
Media campaigns

Consumer groups to provide input into a model
of CALD participation in mental health

X Various indicators are used
throughout the document.
Examples of indicators for the
assessment of communication
with consumers and
community:

- The wealth of comments,
input and feedback that is
collected from consumers

- The expressions of interest
from consumers to continue
participation/actual
participation

- Low levels of attrition from
consumer sessions

- Quality of input gathered from
employed consumer workers
who are members of these
communities
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- The quality of input gathered
from the bilingual workers
employed

- The quality of linkages with
leaders

NSW
Government
Health

Guideline to
Consumer
Participation in
NSW Drug
and Alcohol
Services

http://www0.he
alth.nsw.gov.a
u/policies/qgl/20
15/pdf/GL2015
006.pdf

Runs various
programs and
services treating
drug and alcohol
related health
issues in NSW

Involving service users in individual treatment
plans

Consumer representatives/advocates

Advisory committees

Consultations with potential service users
Complaints mechanisms

Focus groups

Consumer feedback surveys, (online, consumer
experience trackers, paper passed, etc.)

Some accountability
mechanisms and evaluation
frameworks within the case
studies:

CASE STUDY: INCREASING
ENGAGEMENT WITH
CULTURALLY AND
LINGUISTICALLY DIVERSE
(CALD) CONSUMERS — DRUG
AND ALCOHOL
MULTICULTURAL EDUCATION
CENTRE (DAMEC) SYDNEY

- Paper-based surveys to be
filled in on exit or posted to
consumer’s homes after exit

- Online surveys on
applications such as Survey
Monkey and/or in computers
in reception areas. (Note that
such options are not possible
in a custodial setting where
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consumers do not have
Internet access.)

- Telephone surveys of
consumers after exit. n Hand-
held devices fixed in services,
such as Patient Experience
Trackers (PET) (see the
Case Study: Hunter New
England LHD PET

NGO CASE STUDY: KAMIRA
DRUG AND ALCOHOL
REHABILITATION FACILITY
FOR WOMEN

- Evaluation groups are held
every five weeks on different
parts of the program and
every week in the activities of
that week. Program planning
days also occur every
quarter, which involve
reviewing all jobs, rules,
group topics, and timetables,
as well as planning for
gardening and other extra-
curricular activities.

SA Health

Guide for
Engaging with

SA state
government

Surveys
In-depth interviews

X Measurable goals and
outcomes:
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Consumers
and the
Community

http://www.sah
ealth.sa.gov.a

u/wps/wcm/co
nnect/f8d1d00

04e454788aa0

caf8ba24f3db9
[Guideline_Gui
de+for+Engaqi
ng+with+Cons
umers+and+th
e+Community
June2016.pdf

?MOD=AJPER

ES&CACHEID
=f8d1d0004e4
54788aalcaf8
ba24f3db9

health
organisation

Focus groups

Public meetings and forums
Consumer representatives on
Committees

Workshops

Measuring consumer
experience (feedback forms,
surveys, etc.)

Committee terms of
reference, membership,
selection criteria, papers,
minutes demonstrate
consumer engagement in
strategic and operational
planning

Consultation processes held
with consumers and
community and feedback
documented. Input is
incorporated into strategic
and operational planning
process.

Planning day or forum with
consumers and community
held with agenda, attendees
and feedback documented.
Input is incorporated into
strategic planning

Policies or processes
involving consumers and the
community in developing
state wide health policies
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Mental Health Consumer and | Community Empowerment: Consumers and carers are X X none
Foundation Carer organisation delegated decision-making and management
ACT Participation providing responsibility for a specific purpose or task.
Policy support services Collaboration: Consumers and carers partner
to mental health with MHF Staff participating in development,
http://www.mhf | consumers and planning and decision making regarding
.org.au/carersc | carers in the individual supports and recovery planning.
onsumers/poli | ACT Involvement: Consumers and carers
cies-and- participate in decision making, organisational
proceduresl/ite development and planning as members of
m/consumer- working groups, representative committees or
and-carer- advisory groups.
participation- Consultation: Consumers and carers provide
policy information and input via information gathering
tools such as consumer feedback surveys, or
information gathering workshops or focus
groups.
Provision of Information: Consumers and
carers are provided with relevant information
about changes, specific relevant issues, or
services.
NEAMI National Community Complaints and feedback process X X none
Service mental health Health prompt launches
Improvement service: aims to Communications working group
Report improve mental Consumer participation expert working group
health in local Youth working group
communities Research and evaluation committee
http://www.nea Peer health coaching steering group
minational.org. Northern region youth working group
au/our- Risk assessment working group
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approach/cons
umer-

participation

Collaborative recovery model (crm) fidelity
study

Health prompt evaluation review

Launching pad leadership program

Eat plant learn evaluation

Co-facilitation of the eat plant learn program
Neami policies and procedures review
Planning of the activ8 program in collaboration
with banyule community health

North east mental health alliance working party
showcase

Logo design for the victorian mental health
complaints commission

Embhsca collaborative care planning training
Attendance at ‘combobulate’ information and
planning session

Attending the day to day living conference

Oral health project

Partners in recovery launch

Eastern metropolitan region shared care
partnerships working group

Speaker on parenting and navigating the
mental health system at showcase on families
Service improvement report

Being on interview panels

Participating in research

Membership of working groups and committees
Co-presenting at conferences

Contributing to the development and evaluation
of programs.
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- Focus groups

Beyondblue https://www.be | Provides - Online forum and reference group that provides X X Online surveys to gauge
yondblue.org.a | information and people with a lived experience of mental iliness participant satisfaction, reasons
u/get- support to the opportunity to: for membership, etc.
involved/bluev | people wi