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Being part of Our Voice SA meant that people with intellectual disability had
opportunities to share experiences, life stories and ideas, to be consulted and feel
listened to and heard by their peers and the broader community. The experiences of
peer support and strength as a group contributed to people’s sense of connection
and identity as a self-advocacy group.

Leadership development and opportunities

Some Our Voice SA members who were involved for longer or who had an interest
in self-advocacy were supported to step into leadership roles. These roles included
co-producing podcasts and videos, writing for or being interviewed for news articles,
participating in and co-design of research, attending conferences, making public
presentations and advocating with politicians and other people in decision making
positions. Having people with disability in leadership roles fostered their personal
growth and learning and increased the impact of the work of Our Voice SA. They
also contributed to the sense of impact and identity for the group as a whole.

Recognised and respected in the broader community

Our Voice SA is recognised as having authority and a voice to speak on behalf of a
wider community of people with intellectual disability. The group was invited to
participate in consultations for government, in research and education, and private
market initiatives to improve accessibility and inclusiveness. Invitations increased in
frequency and policy significance over time.

Participating in the community and connecting with peers

People with intellectual disability involved in Our Voice SA activities and peer groups
participated more in the community because of the opportunities available to them
from the project and changes in the attitudes of the people around them. Making
connections, new friendships, learning from the experiences of peers, and helping
each other out, during and after Our Voice SA activities and meetings, were an
important part why people wanted to continue being involved in the self-advocacy
groups, meetings and activities.

Respecting, valuing and listening to people

One objective of Our Voice SA is to raise expectations in the community and by
people in decision-making positions (government, services and research) about
people with intellectual disability, so people feel valued and are respected and
listened to. In some workshops and peer networks groups (in places of supported
living and work) participants felt encouraged to continue to take part when they knew
that their input and suggestions were shared with senior management in a safe and
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anonymised way. Participants also felt encouraged when they saw their
recommendations put into action.

A mix of structural and organisational culture factors negatively impacted the
experience of achieving change, and people with intellectual disability being
genuinely listened to. In several of the peer network groups in supported
accommodation and employment, meaningful organisational change in response to
the ideas generated by workshop groups and peer networks was limited.

Overall impact and outcomes

People with intellectual disability involved in Our Voice SA benefited from
understanding their rights and building confidence and skills to speak up. This
affected people’s lives, everyday decisions, relationships and interactions, and
helped them to achieve personal goals.

The project established and built capacity of peer network groups in places where
people with intellectual disability live and work. Several peer network groups were
already having an impact on organisational policies and practices, and changes were
visible. In others, the momentum of acting on advice from the peer support groups
and implementing change was slower or stalled.

Effective processes used by Our Voice SA

Our Voice SA has expanded into four regional and three metro areas and five
supported accommodation and work settings (closed systems) across South
Australia; achieving a primary objective of the Reaching Out project.

Our Voice SA used a multi-pronged approach to engage and expand into regions,
where people with intellectual disability were not yet well connected in peer-led
groups. This process took a long time to establish. In addition to building on new and
existing relationships in the regions, the group employed local staff (country
connectors) and locally based peer mentors with disability; publicised the activities in
multiple ways; used community venues that were central and accessible; delivered
topics and presentations relevant to local contexts and people’s interests; created
welcoming spaces and developed interactive content that supported interaction and
connection building.

UNSW Social Policy Research Centre and Flinders University 2023 4
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Challenges and opportunities for self-advocacy

Participants in some of the peer network groups and activities in closed systems
started seeing changes in their work and living environment, relationships and
interactions with other people as a result of changes in policies, practices and
expectations towards people with intellectual disability.

Organisational culture and accountability

Challenges to engaging with organisations were

UNSW Social Policy Research Centre and Flinders University 2023
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to support members to attend local meetings, state and interstate systemic advocacy
events; delivery of conferences and capacity building activities. Since the
introduction of the NDIS, the organisation has successfully applied and received ILC
grants to sustain and expand their reach, develop their name and profile in the
community.

The research demonstrated that Our Voice SA’s Reaching Out project achieved
impact and outcomes for people with intellectual disability in South Australia. The
benefits included connections with peers, improving practice, building leadership
capacity, and being heard and listened to by people in decision making positions.
The program also manages persistent barriers and challenges faced by people with
intellectual disability. The capacity of the members, development of relationships and
connections requires continued organisational support to extend the impact of the
peer support approach. The community faces the risk of losing that peer support and
self-advocacy capacity if ongoing funding sources are not secured.

UNSW Social Policy Research Centre and Flinders University 2023 7



Our Voice SA final evaluation report March 2023

1 Our Voice SA Reaching Out Project

1.1 Background

Our Voice SA is a peer-led self-advocacy group for adults living with intellectual
disability in South Australia. The group was founded and is run by and for adults with
intellectual disability. The purpose of Our Voice SA is to increase visibility, voice and
skills of people with intellectual disability in community, civic and public life through
building leadership.

Our Voice SA supports its members to,

e feel connected to peers and ,

UNSW Social Policy Research Centre and Flinders University 2023 8
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1.3 Our Voice SA activities

Peer group meetings

Our Voice SA organised peer groups in twelve locations. The peer groups were held
in a place of accommodation or a service, some were held in the community, like a
community centre. Four of the locations were in regional areas, the others are in and
around Adelaide. The aim of the peer groups was to connect and support people
with intellectual disability in a local area or within a place of accommodation or work
setting who were not yet linked. Some peer groups existed before Our Voice SA got
involved; other groups were started by Our Voice SA.

Our Voice SA monthly meeting

Our Voice SA met monthly to discuss how they organise themselves, how to reach
their stated goals (i.e., planning of the conference, interstate engagement and
representation at self-advocacy events) and plan for the future, such as putting
forward proposals and ideas to the Our Voice SA board.

Community consultations

Members of Our Voice SA were regularly invited to have a say in things that matter
to them and their peers. Examples included consultations with the government, like
the NDIA, the Taskforce on Restrictive Practices, meeting members of Parliament to
discuss employment opportunities for people with disability, and consultations and
contributed to research with private and state-run organisations, like SA Water, the
Australia National University and Flinders University. Our Voice SA held private and
public sessions with the Royal Commission into Violence and Abuse of People with
Disability, focused on violence at home.

Workshops

Our Voice SA run a series of seven capacity building workshops, delivered to the
same group of people over a period of approximately 3-6 months, which varied by
location. In the workshops people with intellectual disability could grow their
knowledge, learn more about rights, learn from and connect with each other, and

UNSW Social Policy Research Centre and Flinders University 2023 10
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e Interviews with members and staff

e Program information from Our Voice SA, including the Personal Growth Index
Scale (PGIS) survey data.

The methods and analysis are described in more detail in the Appendix.

The report was written in partnership between staff employed by Our Voice SA,
researchers at Flinders University, Adelaide and UNSW, Sydney. The focus of this
report is on the future sustainability of the self-advocacy group and the lessons from
Our Voice SA for the future of self-advocacy by and for people with intellectual
disability.

Any names in the report have been changed to protect privacy.

UNSW Social Policy Research Centre and Flinders University 2023 13
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2 Impact and outcomes for people with
intellectual disability

This section presents findings about the Reaching Out project impact and outcomes
for people with intellectual disability.

2.1 Having a voice and speaking up

The aim of the Reaching Out project was to promote and build capacity for people
with intellectual disability to lead more

UNSW Social Policy Research Centre and Flinders University 2023 14
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In some peer groups in supported accommodation and work settings participants felt
encouraged to continue to take part when they knew that their input and suggestions

UNSW Social Policy Research Centre and Flinders University 2023 17
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e setting boundaries in relationships — with paid support workers, family,
housemates, neighbours

e speaking up when they were unsatisfied in their employment or living
situation.

Some participants said they made bigger goals like applying for work or further
education, attending job interviews and finding paid employment, moving in with
different people or moving out of home.

Figure 6: Life changes for a new member, Monika

Monika (not her real name) is a newer member of Our Voice SA. She attended the
Conference, Be the Boss of Your Life in 2021. Throughout 2022, she attended
general meetings and peer support groups where she lives. Monika shared her story
about how she learned to use her voice and stand up for herself.

“I've grown confidence and come out of my shell. You've got rights to speak up.”
Monika shared an example of her newly gained self-advocacy skills from Our Voice
SA and how she made use of them in her daily life. “My support coordinator is wrong,
what she said to me ... she offended me”. Monika explained the strategies she
learned to use to address this situation, first to use new communication cards to
communicate her concern with her support coordinator, and if this did not work,
seeking the support of an Our Voice SA team leader. “I've built my confidence well.”

Monika described Our Voice SA, “They help people to learn they have rights, know
about services, and what they can do”. She gave examples like learning more
information about the NDIS and having the opportunity to speak with Natalie Cook a
State MP, and other updates about services in her area. Monika said how Our Voice
SA members also gave her feedback on services she could use.

Monika said she was invited to present her story at a ‘My Journey before the NDIS
and now’ at the Speak Out conference in Tasmania together with other Our Voice SA
members, and she was excited about this opportunity.

Monika said she was mostly satisfied with her engagement and opportunities to learn
through Our Voice SA. In the future she wanted to see some workshops and
meetings go longer, “because there is not enough time to ask all questions”, and
more creative or art workshops.

Monika’s message about the importance of Our Voice SA was clear: people with
disability do not get listened to in the community, and people get shut down a lot.
Instead, people should raise their voice and use any form of communication to get
their point across. “I love Our Voice SA...They need to spread the word. Not enough
people know about them.”

UNSW Social Policy Research Centre and Flinders University 2023 21
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Impacting change

A focus of the Reaching Out project is to work with people with intellectual disability

where they live or work in closed accommodation and disability employment. Our

Voice SA engaged with five large to medium accommodation and employment

providers to establish new peer groups, expand existing groups, and strengthen the

voice, capacity and processes for people with disability engaged in the self-advocacy

groups. Table 2 Appendix presents the numbers of participants in these groups over

time. A number of groups built momentum over time and positively influenced

changes to organisational practices, policies and expectations towards people with

disability by management and staff. These changes included: managers building

capacity to prepare easy read i-3 3ganisepa26 0 Td [(i))-4 u epon-4 (a)-4 (ciO (c)4 (es)4 (85c 0.01 Tv
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Employing and building the capacity of the [local] peer mentors has been

fantastic! It's worked tremendously for engaging the regions. Having a person
with disability co-facilitate, plan and organise the meetings, means ...we have
that co-design input in-built; their input ensures we personalise the workshops

to the local contexts

UNSW Social Policy Research Centre and Flinders University 2023
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stable than community based groups that tended to become less well attended or
have some members disengage over time.

3.3 Leadership development and roles

The purpose of Our Voice SA is to increase visibility, voice and skills of people with
intellectual disability in community, civic and public life through building leadership.

Our Voice SA offers members a range of leadership development opportunities and
leadership roles.

Leadership for Our Voice SA members means many things. First of all, it was about
finding one’s voice and having confidence to speak up and make everyday
decisions.

Figure 9: Story of change: Practising being in control

This story of change is told by a locally employed facilitator (country connector) of
a regional peer support group. Our Voice SA established the local peer network for
people with intellectual disability who were not yet connected. The group meets
once a month and provides a range of opportunities (workshops) and community
activities.

The people who come to the Our Voice SA meetings mostly live in supported
accommodation and work part-time in disability employment. Many people in the
group attend day options with the same group of people. Some have few
opportunities to meet new people or get out and about and feel part of their local
community. The facilitator of the group noted, over time she had observed,

a marked growth in confidence [among the attendees]. People told me that
they feel valued in the group, they are learning to make small everyday
decisions, for example, about coming to the group or ordering food, trying
out new experiences, outside their familiar routines.

It starts as small steps, practising and knowing what this feels like to be in
control of your choices and speak up, to have a say. To be seen out in the
community and to have others stop and say hi to people when we are in
town is not an everyday experience for some. People learn they too can be
active in the community and hopefully feel safe and welcomed.

Asked to reflect what made the changes possible the facilitator said,

Small changes come about because people are exposed to new
experiences and opportunities that are accessible and not overwhelming.

UNSW Social Policy Research Centre and Flinders University 2023 28
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Repetition, high quality information in a similar easy read format, and
making the activities and learnings fun, all this helps people to learn and
remain interested. We encourage people to ‘practice’ what they learn, so the
new information is really understood on that experiential level, and put into
practice, such as decision making.

The small steps and decisions lead to larger steps. It helps a person to create
strength in their ability to trust that they can make good decisions and build
confidence that their choice is valid.

Leadership roles in Our Voice SA included: being part of the decision making and
voting process at board (and monthly) meetings; participation in committees and
discussions; co-design and co-production of activities (workshops) and materials for
Our Voice activities, like the conference, speeches, peer material in form of audio-
/video recordings about the group’s impact; supporting newer members to
understand how rights could apply to their life; systemic advocacy, meeting senior
members of state and federal parliament and other people in decision making
positions; engaging with private sector and university research; sharing stories in a
wide range of mediums to reach a broader audience including radio and newspaper
interviews, and contribut

UNSW Social Policy Research Centre and Flinders University 2023
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The Our Voice SA team emphasised the importance of developing peer mentors’
capacity, recognising it was a complex task, knowing how to balance opportunities
for growth and more responsibility at the right pace for the person.

The peer mentor roles may be currently underutilised in the project. The peer
mentorship process could be further strengthened by offering facilitator capacity
training and development, so mentors could gradually take on more complex
responsibilities in delivering content and information, eventually demonstrating
greater leadership by people with disability.

The project could review the peer mentoring process and assess how these roles
could be further developed, how hierarchies in meetings could be reduced, and peer
mentors supported to further develop their voice.

3.5 Board structure and functioning

The decisions of the board govern Our Voice SA. The board members hold a range
of responsibilities and roles, including oversight of the groups’ finances.

Over the last two years Our Voice SA reviewed and revised the constitution and
developed easy read materials and a full update to the constitution. The updated
constitution was developed with input from the board, a legal consultant, and
facilitated by the Our Voice SA staff. The review process was an important step to
ensure that every member was heard and had input into the amendment of the
constitution.

A major change in the constitution was allowing people without intellectual disability,
associate members, to be voted onto the board. Once an associate member is voted
to be part of the board, they have voting rights at board meetings, similar to full
members (people with intellectual disability).

While the review process had been time and resource intensive, the board regarded
it as a high Td (2(0)]T [()6 (46.9 (d (c)4 v)3.9 (e)]TJ0 Tc O Tw (,)Tj 12.51 0 Td (Td [(t)212 (0 )]TJh:
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4 Challenges and opportunities for self-
advocacy

The Our Voice SA project, its members and the self-advocacy group as a whole,
have grown over the last two years. Outcomes and connections have resulted from
the growth in members’ confidence and skills, changes to staff, the range of
strategies to build individual and group advocacy skills and leadership and
relationship building have resulted.

Challenges and barriers persist for people with intellectual disability linking with
peers, taking on leadership, having a voice and impact in the places they live, work
and public life.

4.1 Sustainability of peer support

It took considerable effort — investment of resources, time and persistence — to
establish relationships, networks and reach into regional areas and some closed
systems.

Four factors that enhanced sustainable groups were building relationships in the
group, involvement of peer mentors in group facilitation and activities, partnering with

UNSW Social Policy Research Centre and Flinders University 2023 34
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Opportunities
Future considerations to sustain the peer support groups could include:

e Continue the approach of investing in partnerships with organisations that
have an interest in and support for capacity building work.

e Review peer mentor positions and roles and identify how to extend this
resource. Suggestions include facilitator training and development
opportunities to peer mentors, so they can take on greater leadership in the
activities

e Seek feedback from participants about attracting new and diverse participants
to the peer groups in supported accommodation settings. Questions include
how to improve knowledge about the groups, share stories about the impact

UNSW Social Policy Research Centre and Flinders University 2023 35
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by management; layers of approval; who receives easy read meeting minutes (only
members or broadly shared with residents); and who was present when the peer
group identified issues are shared with board and management.

The peer network groups and activities within organisations appeared to be most
effective when people with intellectual disability and Our Voice SA staff had alliances
with senior decision makers. A key ally in management was central to leveraging
their position with the organisation to influence culture and administrative processes.
Management and staff turnover restricted the impact of the work in some closed
systems and established organisations.

Opportunities

Our Voice SA could consider implementing additional accountability measures to
sustain the impact of peer activities in closed systems and services,

e Easy read materials (minutes) need to include detail about actions required to
respond to change requested. People find it hard to remember and it makes it
difficult to hold management accountable.

e Ensure representation of alliances including Our Voice staff at
management/board meetings to present key issues identified by the peer
groups to enhance accountability and responsiveness

e Schedule regular reviews (e.g., 6-monthly) of identified actions and progress
on remedial actions (how, when, and what items are being addressed or not)

e Circulate actions and progress by the peer groups with a broader population
of people affected by the changes or lack of change

» Consider management development training on best practice on respectful
communication with groups to enhance their engagement with its self-
advocacy groups.

4.3 Future sustainability of self-advocacy

Self-advocacy by and for people with intellectual disability requires resources:
suitable venues (places and spaces, technology) to meet; paid staff to facilitate,
coordinate and organise; administration (HR and payroll support) for staffing; funding
to support members to attend local meetings, state and interstate systemic advocacy
events; delivery of conferences and capacity building activities; building of
partnerships and relationships; investment in the leadership by peer mentors and
other members.
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Our Voice SA developed during a particular period. The introduction of the NDIS
meant the organisation has received ILC grants to expand their reach, diversify their
activities and develop their profile in the broader community, while building individual
and group members’ confidence and self-advocacy skills.

Funding security is a major concern for the organisation, with implications for the
direction of current activities and strategic planning for the future. The Our Voice SA
board have sought a range of avenues to increase financial independence, including
registration as a charitable organisation, seeking payment for consultations, and
increasing self-reliance of some more established peer group activities. However,
core funding remains a central concern to ensure the group continues to exist.

Opportunities

Our Voice SA has built expertise, experience and connections as a self-advocacy
group that can continue to extend its impact to other people with intellectual
disability. Future considerations for development include:

e Use established good practice and members’ capacity to extend into
innovative areas of work. Examples include, demonstrating board leadership
in meaningful, inclusive governance models; and peer mentors taking greater
leadership roles.

e Find ways of attracting diverse membership — young members, culturally
diverse, regional, Indigenous people. Encourage and support new members in
peer mentoring and roles on the board and other governance activities.

e Link activities to maintain a sense of connection and impact of the group
beyond the smaller peer activities. Examples include links between members
in metro and regional groups through activities and events.

e Focus some resources on work that requires development. Examples include
groups or locations that remain unstable or have potential for greater impact.
Consider how to shift resources from intensive activities where the group has
already made significant change or where other funding sources might be
available, for example, review less relevant, unpaid, or resource intensive
consultations.

e Linking and collaborating with self-advocacy groups in other states to
learn,share and maintain “strength in numbers”.

The research demonstrated that Our Voice SA’s Reaching Out project achieved
impact and outcomes for people with intellectual disability in South Australia. The
benefits included connections with peers, improving practice, building leadership

UNSW Social Policy Research Centre and Flinders University 2023 37
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Appendix A: Research methods

The information for this report about Our Voice SA was collected by the staff in Our
Voice SA, university researchers and peer-community researchers. The study has
university ethics approval.

Co-design approach

The research team includes a community researcher with lived experience. The
research methods and questions in this study were developed with people with
intellectual disability.

Data sources
The data used and analysed for this report comes from four sources:

e Significant change stories

» Observation of Our Voice SA activities

e Interviews with people and staff

e Program information from Our Voice SA, including the Personal Growth Index
Scale (PGIS) survey data (2021-22).

Stories of significant change

The staff and researchers collected four significant change stories. A significant
change story is a written summary of a person’s, organisations, or groups’
experience of being part Our Voice SA and the self-advocacy work they deliver.
Stories of significant change try to capture the changes that occurred over time and
the factors that contributed to the success, also challenges along the way.

Observation of Our Voice SA activities

Researchers attended two Our Voice SA self-advocacy groups and events to
observe how they deliver, organise, and manage the groups, how participants in the
groups and activities participate and respond. Observations are then written in a
short document.

Interviews with people and staff

We interviewed six people with intellectual disability and four staff members in Our
Voice SA. The interviewers used inclusive techniques so that the interview questions
were flexible and tailored to the person and their experiences.
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Program data

The staff in Our Voice SA collect information about the self-advocacy work they
deliver. The program data included numbers of people attending workshops and
meetings; workshop notes and other material; videos about the work and impact of
Our Voice SA,; feed

UNSW Social Policy Research Centre and Flinders University 2023
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2021-2022 Consultations

Focus Groups 11
IDPWD
NDIS 1
Restrictive Practices

PO Strategic Planning

SA government

DRC

Universityadvisory 1

University advisory 2

Business consultancy

DRC

IDPWD 2021

w

NN
RN N

WNWrrPAr,EM~MNOOAS

2020 Consultations

Codesign 3
Taskforce

IDPWD 2020

DRC

O b~ O01 N

*Anonymised for confidentiality

Personal Growth Initiative Scale, 32 (n) pre-workshop activity and 27 (n) post-

workshop activity

I know how to change things in my life if | want to (per cent)

70
60 56.3
50 48.1
40.7
40
30 28.1
20
10 °4 6.3
3.7 3.7 3.7
ol %°mm m =
Strongly Disagree Neutral Agree Strongly
Disagree Agree

m Pre Activity mPost Activity

Source: 2021-22, Personal Growth Initiative Scale (PGIS) (Robitschek, 1998)

UNSW Social Policy Research Centre and Flinders University 2023

42



Our Voice SA final evaluation report March 2023

| have a plan about my future (per cent)

Source: 2021-22,
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I can choose what groups | go to and what | do there (per cent)

70
62.5
60
48.1
50 44.4
40
30 25.0
20
125

10 3.7 3.7

0 0.0 0.0 0.0 . .

Strongly

Source: 2021-22, Personal Growth Initiative Scale (PGIS) (Robitschek, 1998)

I am in charge of my life (per cent)

Source: 2021-22, Personal Growth Initiative Scale (PGIS) (Robitschek, 1998)
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| feel good about who | am
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| choose what to do everyday (per cent)

70

60 55.6

50 46.9

40 37.0

30 25.0 28.1

20

10 7.4

. 0000 0.0 0.0 .

Strongly Disagree Neutral Agree Strongly
Disagree Agree

m Pre Activity mPost Activity

Source: 2021-22, Personal Growth Initiative Scale (PGIS) (Robitschek, 1998)

| choose where I live and who | live with (per cent)

70
60 55.6
50 44.4
37.5
40 34.4
30
21.9
20
10
3.1 0.0 31 0.0 0.0
0 [ m '
Strongly Disagree Neutral Agree Strongly
Disagree Agree

m Pre Activity mPost Activity

Source: 2021-22, Personal Growth Initiative Scale (PGIS) (Robitschek, 1998)

UNSW Social Policy Research Centre and Flinders University 2023

46



