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This report provides an evaluation of the impact of ASAN AUNZ's Information,
Linkages and Capacity Building (ILC) grant, which included both Organisational
and Individual Capacity Building (OCB and ICB respectively).

The project increased ASAN AUNZ's organisational capacity.

It provided an opportunity for ASAN AUNZ to establish sustainable processes
and practices to ensure autistic people can participate in planning, decision
making and governance of ASAN AUNZ's advocacy into the future.

It delivered these outcomes through strategic planning, inclusive and accessible
policies and procedures, team building, and governance training.

The project was extremely effective in engaging with Autistic people.

The evaluation explored how the project supported organisational and
individual capacity building in autistic people. It found that ASAN AUNZ'’s
process is underpinned by values of human rights, the social model of disability,
neuro-affirming and trauma-informed practice. Its effectiveness was
demonstrated through:

> Diverse representation including many targeted and hard to reach cohorts

> Qver 17,000 people reached and almost 3,000 people with disability
participating or engaging with project activities or resources

> Delivered by people with disability (95% of people involved in delivery)

> 470% increase in ASAN AUNZ Membership, with high engagement rates
The project had a range of positive impacts on the lives of autistic people.

> Increasing participation and self advocacy

> Improved understanding of human rights and disability discrimination laws
> Increased comfort in sharing they are autistic

> More than 35 people with disability received payments or honorariums
Removing barriers increases the ability of autistic people to build capacity.

ASAN AUNZ's 2025 Self Advocacy Survey identified that autistic people want
toolkits and question and answer resources to help them in the areas of
employment, decision making and, supports and services.
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ASAN AUNZ is run by Autistic people, for Autistic people. We work to centre
the voices of Autistic adults, with a specific focus on systemic advocacy and
empowering our community with self-advocacy skills.

For more than 20 years we, the Autistic Self Advocacy Network of Australia and
New Zealand, have been the leading organisation for Autistic advocacy in
Australia, and later New Zealand.

We emerged as one of the first, rights based, grassroots, systemic advocacy
organisations in Australia. When we began there were very few organisations
and initiatives including the voices of actually Autistic people, and very few
making space for us to speak for ourselves. We are pleased that there are now
so many wonderful advocates and organisations working to support the
Autistic and autism communities in a multitude of neuro-affirming and Autistic-
led ways. We are proud to continue to have a place in this community.

Nothing about us without us ... and, stronger together!

In February 2020, ASAN AUNZ was successful in securing an Information,
Linkages and Capacity Building grant to deliver both Individual and
Organisational Capacity Building outcomes for autistic people. The objective of
the grant was to:

Build innovative ways to increase the independence, social and community
participation of people with a disability.

The project comprised of engaging in activities to support autistic people to
increase their capacity to exercise their rights through self-advocacy. Delivering
an online self-advocacy toolkit and App to assist autistic people to speak up for
themselves. Disseminating existing information resources through the ASAN
AUNZ Information Hub with a specific focus on materials that are accessible to
autistic individuals. Providing information via our website and newsletter about
resolving issues and engaging with advocacy and other support services.
Providing information which will assist autistic people to improve their ability to
make choices. Providing information that will assist people to be safe, build
capacity and develop strong and connected personal networks. Holding
workshops across Australia and online to build capacity for existing groups of
autistic adults.
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An evaluation of the Project was undertaken using a mixed methods approach,
in which surveys, stories of change, interviews, online data analytics and other
program data were used to engage with multiple perspectives.

The data available for the evaluation was constrained by the project budget and
timing, which was addressed through a mixed method design. The project
resources and committed activities continue to be delivered after the evaluation
data was collected, so changes to the project have continued, which are not
captured in this analysis.

The data collection methods used, and data collected are in Appendix B. Data in
this evaluation report was used with the consent of contributors and treated in
accordance with ASAN AUNZ's privacy policy.

The evaluation was guided by the following Key Evaluation Questions:

1 Was the project effective in increasing organisational capacity?
2 How effective was the project in engaging with autistic people?
3 What effect did the project have on autistic people’s lives?

4 What factors affect autistic people in building their capacity?

Was the project effective in increasing organisational capacity?

The OCB component of the project aimed to strengthen the capacity of ASAN
AUNZ as an organisation led by and for autistic people. It did this by building the
leadership, knowledge and skills of the ASAN AUNZ leaders and board
members (together known as Leaders), to lead and govern ASAN AUNZ into the
future. The OCB Project Evaluation engaged with autistic people in oversight
roles.

It was found that ASAN AUNZ's Leaders:

> had a better understanding of ASAN AUNZ's vision, values, and activities;
> were more actively participating in ASAN AUNZ's leadership activities; and
> gained skills and confidence to speak up.

For example, through participating in the project, ASAN AUNZ's Leaders:

> contributed to strategic planning activities,

> participated in community consultations,

> represented ASAN AUNZ to external stakeholders, and

> shared their stories.
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Challenges encountered by the project included the impacts of COVID-19 on
holding face-to-face events; the availability of Leaders to attend events; and
time required to facilitate participation. Leaders increased their understanding
and gained confidence through building trust and sharing stories.

Comparing the 2020 OCB self-assessment done by operational staff and the
Board's self-assessment in 2025 on ASAN AUNZ showed improvements in:

> Strengthening the quality of organisational activities (Eg risk management)
> Developing and implementing strategies to upskill the organisation

> Developing and delivering strategies and activities to support knowledge and
skill transfer between board members with and without disability

> Improving systems or processes to deliver organisational efficiencies

How effective was the project in engaging with autistic people?

An analysis of participant demographics and feedback showed that ASAN
AUNZ's ICB Project was extremely effective in engaging with Autistic people.

In particular, the project engaged effectively with people across a range of
marginalised cohorts. The project had at the time of writing this report, has
interacted with over 17,000 people including almost 3,000 autistic people.

At least 35 people with disability were paid or provided with honorariums for
their contributions to this grant, and more than 95% of the delivery team were
people with disability.

Over the course of the project, ASAN AUNZ's Membership has more than
doubled while engagement with members remains well above that of non-profit
averages. Open rates for the final reporting period were over 55%’ with an non-
profit industry average of 40% according to MailChimp®.

What effect did the project have on autistic people’s lives?

The ILC Project delivered activities and resources to autistic people that
increased their capacity to exercise their rights through self-advocacy, be safe,
participate in and contribute to their community, and develop strong and
connected personal networks.
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The project was successful in building the capacity of autistic people to
understand and uphold their rights, particularly in relation to understanding
human rights and disability discrimination law, and in the comfort in sharing
they are autistic. This was shown by comparison of ASAN AUNZ's 2020 and
2025 Self Advocacy Surveys®46.

The graphs on this page compare the survey responses regarding human rights
and disability discrimination, with 10 (left) indicating strong understanding and
1 (right) indicating no understanding.

12. Do you understand your human rights?
0% While there was the

median remained the
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15%
0% were no scores below 5
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ASAN AUNZ witnessed an increase in autistic people reporting or behaving in
ways that demonstrate increased skills and confidence to participate and
contribute to the community and protect their rights, including:

> 14 nominees for ASAN AUNZ Board membership in Oct 2024.

> 33 Writers Pitches received for 2025 ASAN AUNZ Autistic Writers Series.
> Growth in membership from 230 to 1,313, a 470% increase.

> Increase in social media reach from 2,500 to 17,304, a 592% increase.

> Exceptional member engagement with email open rates of 55.4% compared
with an average for Not For Profits of 40%°.

‘I began to stand up for myself to champion representation,
diversity, and inclusion, even on TV and that's why I've done so
many awesome things.” — ULDG Member

What factors affect autistic people in building their capacity?

The work encountered a range of challenges: including challenges to
establishing and implementing the project in the context of COVID 19 and
frequent lockdowns during the first 2 years of the project. However, positive
outcomes were facilitated by prioritising building trust and rapport with autistic
people and developing a deep understanding of their needs through both face
to face and other connection building activities.

Key factors affecting autistic people’s ability to build their capacity were:
> Safety including regarding culture, trauma and psychology

> Accessibility spaces and materials

> Feeling understood, appreciated and included

These factors help remove the obstacles and barriers faced by autistic people
in building capacity. A ULDG Member quoted CALD MasterChef judge:

Privilege isn't the presence of perks and benefits, it's the
absence of obstacles and barriers.”- Melissa Leong

ASAN AUNZ ILC Grant Impact Evaluation Report 2025 | Page 8



)
LL]
V)
)
LL]
O
@)
ad
al
ﬂ_
-

The project was implemented by ASAN AUNZ's all-autistic team who conducted
identified and engaged with autistic people with diverse backgrounds and
identities, including with multiple co-occurring conditions and who identify

with multiple marginalised cohorts, exploring their needs and goals, and to
identify resources that would deliver individual capacity building to a diverse
range of autistic individuals. This work was supported by collaboration with
stakeholders including Autism CRC, The Social Deck, Purple Orange and the
Australian Autism Alliance. It was further enhanced by reflective practice and
continuous improvement.

Project Establishment

The initial phase was project design and establishment which included:
> |dentifying the objectives and values of the project

> Consultation with stakeholders

> Setting project milestones

> Determining the scope of the project officer role

> |dentification and interviewing of candidates

> Recruitment and induction of a project officer

There were numerous autistic applicants for the project officer role, with a
substantial recruitment process being conducted. Eight expressions of interest
were received and seven candidates were interviewed.

The activity work plan for the ILC project identified four key activities for
organisational capacity building (strategic planning, policies and procedures,
team building and governance training) and five stages for individual capacity
building (ICB), comprising research, collaboration, co-design, implementation
and evaluation.
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Development of User Led Design Group

The process for engaging autistic people varied by region and background, with
targeted activities required to connect with hard to engage cohorts. Significant
networking was undertaken, including discussions with First Peoples Disability
Network and South Australian Disability Rights Advocacy Service. An Access
and Inclusion Plan and Terms of Reference were developed and a desktop
review of existing materials conducted, to support a strategy to identify and
engage with potential co-design members. An expression of interest was
shared across autistic networks via an email to ASAN AUNZ Members, ASAN
AUNZ's website, FaceBook and LinkedIn’.

Members of the User Led Design Group (ULDG) and focus groups were targeted
to include representation from across the States and Territories of Australia,
encouraging individuals from the following groups to apply”:

> First Nations people

> LGBTIQ+ [sic] people

> Culturally and linguistically diverse people
> Women

> Multiple and/or comorbid disability

> Youth aged between twelve and twenty-five

The Project Officer commented that:

‘they have been able to actively recruit volunteers nationally” -
Story of Change 12

Once formed, the ULDG included representation from across South Australia,
Western Australia, New South Wales, and Victoria, including the targeted groups
apart from First Nations (which was included in ASAN AUNZ Leaders) and
possible Youth. However, it did include representation from:

> Regional areas
> People with intellectual disability

> People who use alternate forms of communication
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ASAN AUNZ's ICB Project was undertaken by our Project Officer who worked
collaboratively with autistic people from a broad range of backgrounds, to
identify and invite people to become members of ASAN AUNZ's User Led
Design Group (ULDG). Prior to meeting with the ULDG, the project officer
gathered background demographic data, identified accessibility needs and
preferences, and arranged a time and place to meet. This information was
gathered from communicating directly with the person with disability and/or
their family member or support worker, where necessary. All ULDG members
were provided with Terms of Reference and a meeting agenda before the first
meeting.

The first meeting took place in September 2020 via zoom?®. The meeting was
attended by six participants and the ASAN AUNZ Project Officer. At this
meeting, the topics covered included:

> Welcome and Acknowledgement of Country
> Confidentiality and Terms of Reference

> Project Background and Purpose of ULDG

> Types of consultation and co-design

> Self-advocacy survey content

‘Eleven candidates were interviewed and selected to join the
User-Led design Group.” ILC Project Officer Report Sept 20207

Co-design

Co-design activities were conducted based on input from the ULDG with
oversight from ASAN AUNZ Leaders, using the following components to the co-
design of resources by and with autistic people:

> Regular contact with ULDG members, including providing information
tailored to the topics being co-designed, confirming information and settings
were safe and accessible, building the skills of ULDG members to prepare
for, attend and participate in group meetings, ensuring ULDG member felt
heard and, providing feedback on sessions and other activities.

> Design of autistic self-advocacy resources most needed, based on the
results of the ASAN AUNZ 2020 Self Advocacy Survey®.
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> Engagement with diverse and targeted cohorts of autistic people, to ensure
their needs were identified and addressed in culturally safe and trauma
informed ways.

> Networking, collaboration and teamwork, including meeting with people
from other organisations, include Autism CRC, JFA Purple Orange, etc,
Government such as DHS, DSS, NDIA, etc, and collaborating with ASAN
AUNZ leadership.

The Project Officer reflected that:

‘they have had the opportunity to learn more about advocacy
in all its forms and to bring people together to share ideas and
communicate about their needs” - Story of Change 12

ULDG members also saw benefits in bringing autistic communities together:

“When we all get together, we just understand each other,
which is like a family. We all come together, and everyone
understands this. And it's just amazing.” — ULDG Member?

‘I just wish to be somebody by getting to hang out with friends,
be proactive and motivated and enjoy activities that I'm most
proud of.” = Another ULDG Member?

Co-creation and engagement

Using the outputs of the co-design activities, development and publishing of
resources was undertaken by consultants under the supervision of ASAN AUNZ
Management Committee members. User Led Design Group members were
invited to provide feedback on these resources prior to their launch.

Further development and promotion of the self-advocacy resources was
enhanced by the contributions of autistic influencers and writers, sharing
stories and experiences.
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Continuous improvement

The ILC Project was supported by regular updates from the Operations
Manager and Project Officer to ASAN AUNZ's leadership and board, six-monthly
progress reports, and stories of change.

These mechanisms provided insights into participant demographics, status of
activities, interim outcomes and facilitators and challenges to the work.
Improvements were made by the leadership team and Project Officer in
response to these updates, including:

> increasing the board size to better distribute workload

> re-visiting the brand and website to enhance accessibility and engagement
> identifying accessibility improvements in board processes and papers

> improved transparency and accessibility of board nominations processes

ASAN AUNZ's Chair identified that continuous learning and reflection was
critical to the success of their work, including continually growing and updating
their knowledge of accessibility needs across the diverse members of the
organisation and board, and sharing this with others.
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ASAN AUNZ operates as a registered association and charity, governed by a
voluntary board consisting entirely of autistic people. Board members are
elected by ASAN AUNZ's autistic members. Membership is free to any people in
Australia and New Zealand who identify as autistic or an ally to autistic people.

The following diagram sets out the governance model for the project.

Governance ASAN AUNZ Board

Project Management Operations Manager

Project Officer

ULDG Contractors

Co-Design/Co-Creation

PROJECT MANAGEMENT

The project was facilitated by ASAN AUNZ's Operations Manager and Project
Officer, both based in Adelaide, who facilitated formation and ongoing
engagement with a User Led Design Group and peer-led focus groups. They
also coordinated engagement of consultants and contractors to support
implementation of the co-design resources.

The role of the ASAN AUNZ team included:

> undertaking culturally safe and trauma-informed community engagement;

> making connections with autistic people from diverse backgrounds;

> delivering tailored information, resources and capacity building activities; and

> undertaking networking, training, administrative and evaluative activities.

CO-DESIGN

The purpose of the User-led Design Group was to provide strategic direction
and leadership to ensure that Autistic experience is represented in decision
making about the design of self-advocacy resources and that accessibility and
inclusion is incorporated into project outcomes.

Where we engage people or businesses to help us deliver products and
services, we proactively seek out autistic people and autistic-led businesses, or
other people with disability.

ASAN AUNZ ILC Grant Impact Evaluation Report 2025 | Page 14
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OPPORTUNITIES AND ENABLERS

The biggest lessons we learned were about engaging and employing autistic
people to deliver outcomes. ASAN didn't start by ensuring alignment of
expectations through accessible and documented processes.

The people employed to support the grant did not have clear enough guidance
on expectations to know where they needed to focus their work and there were
insufficient guardrails for the board to be able to ensure progress was being
made in the right directions. This resulted in activities to produce outcomes that
were not aligned with expectations, being aborted and then picked back up.

The team was keen to get a co-design team together and without clarity of
expected outcomes and close oversight, it was easy for the agenda to focus on
areas of interest rather than achievement of grant objectives. Accordingly, co-
design activities took longer to achieve outcomes than initially expected.

Ensuring the people asked to undertake the work or consulted with have the
skills, knowledge and experience to do that, or identifying if they don't and
ensuring the gap is addressed.

The grant budget and timing did not allow for engagement of a research
evaluation. Early and ongoing engagement with evaluation researchers would
reduce stress on final delivery activities.

Of course, the biggest cause of delay with COVID, but the factors above arising
from it provided our most valuable lesson — plan, prepare, provide accessibility
and set clear expectations.

RECOMMENDATIONS
> Ensure all stakeholders have clear and aligned expectations,
> Annual board induction, team building and governance training

> Engage people with the skills, knowledge and experience needed, or
incorporate time and resources to support their development

> Involve evaluation researchers from the start and throughout the project
> Allow at least 10% contingency in both budget and timelines
OPPORTUNITY

ASAN AUNZ's 2025 Self Advocacy Survey identified that autistic people want
toolkits and question and answer resources to help them in the areas of
employment, decision making and, supports and services.
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0/ ACKNOWLEDGEMENTS

Thank you for reading this report.

ASAN AUNZ is an Autistic-led organisation, predominantly made up of
volunteers. We thank the many autistic people, other people with
disabilities and our allies who contributed to this project.

WE ACKNOWLEDGE
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We respectfully acknowledge First Nations Peoples as traditional custodians of
the lands, skies and waters where we live, learn, create and work. We
acknowledge First Nations Peoples as the original and ongoing custodians and
pay respect to Elders past, present and emerging.

" D

We acknowledge the LGBTIQASB+ community and its significant
intersection with Autistic and neurodivergent communities. We affirm
everyone’s right to freely identify and acknowledge their sexual and/or
romantic orientation, gender identity and neuroqueer expressions. We
actively advocate for the rights of our queer community, contributing to a
world that is free from discrimination. We have adopted the Australian
specific acronym, that includes ‘SB’ to represent ‘Sistergirl’ and
‘Brotherboy, importantly acknowledging our indigenous peoples’ queer
communities.

CHARITY
ASAN AUNZ is a registered charity.
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4-HUVJ2J7 DSS — ASAN AUNZ ILC Grant Agreement and Variations

Reports on ASAN AUNZ Self Advocacy Online Toolkit, Information Hub and
Capacity Building workshops project (Activity ID 4-HUVJ2J7)

ASAN AUNZ User Led Design Group agendas, minutes, transcripts,
interviews, videos and other documentation

ASAN AUNZ internal reports and documentation
ASAN AUNZ Self Advocacy Survey 2020
ASAN AUNZ Self Advocacy Survey 2025

ASAN AUNZ website, social media and communications platforms including
WordPress, Facebook, Instagram, LinkedIn, Supporter Hub, Apple Store
and GooglePlay.

MailChimp See how your industry compares
https:/mailchimp.com/resources/email-marketing-benchmarks/
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Organisational Capacity Self-Assessment

Organisational capacity category

Self-assessment

Self-assessment

By Operations By 7 Board Members
March 20202 April 20254
Upskilling, training or developing existing or 2 - Basic level 2 — Basic level
potential staff, volunteers or committee/board (2 Insufficient, 3 Basic,
members to improve their leadership, skills 2 Sufficient)
and capability (e.g. leadership training for
staff, board members and/or volunteers with
disability)
Scoping and developing a business case for 2 - Basic level 2 — Basic level
revenue generating services that lead towards (2 Insufficient, 4 Basic,
financial independence (e.g. developing a new 1 Sufficient)
social enterprise).
Strengthening the quality of organisational 2 - Basic level 3 - Sufficient level
activities (e.g. commissioning a risk (1 Basic, 6 Sufficient)
management framework)
Develop and implement strategies to upskill 2 - Basic level 3 - Sufficient level
the organisation (or parts of organisation) to (2 Insufficient, 1 Basic,
better function 3 Sufficient, 1
Exceptional)
Developing and delivering strategies and Not rated 3 - Sufficient level

activities to support knowledge and skill
transfer between board members with and
without disability

(1 Insufficient, 1 Basic,
4 Sufficient, 1
Exceptional)

Developing organisational strategy and future
outlook (e.g. conducting needs analysis to
better understand emerging priorities of
constituent group)

3 - Sufficient level

3 - Sufficient level
(1 Insufficient, 5
Sufficient, 1
Exceptional)

Establishing and maintaining partnerships to
collaborate with other organisations (e.g.
developing formal or informal cooperative
agreements to share resources or partner in
program delivery)

4 - Exceptional level

2 — Basic level
(1 Insufficient, 3 Basic,
3 Sufficient)

Developing and delivering strategies and
activities to strengthen the involvement of
people with disability and/or families and
carers in organisational decision making (e.g.
recruiting and supporting staff and/or
volunteers with disability, or supporting
leaders with disability to operate effectively on
boards and management committees)

4 - Exceptional level

2 — Basic level
(4 Basic, 1 Sufficient, 2
Exceptional)

Improving organisational systems or
processes to deliver organisational
efficiencies (e.g. purchasing and installing a

new member communication system)

2 - Basic level

3 - Sufficient level
(5 Sufficient, 2
Exceptional)
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People and Teams

Membership
Members | 20202 20222 April 20257
Autistic Unknown |610 1,107
Ally Unknown |97 206
Total 230 713 1,313

Participant Demographics

ULDG Leaders & Team

Geography NSW, VIC, SA, WA,  |QLD, NSW, VIC, SA, WA, NZ
Regional/Remote Regional Regional

LGBTIQASB+ Yes Yes

Intellectual Disabilities Yes

AAC Users Yes Yes

CALD Yes Yes

Women Yes Yes

First Peoples Yes

Co-occurring conditions | Yes Yes
Social Media

Followers | 2020 20222 |2025" |Reach 2020 2025’
Facebook | N/A 5471 6,085 [Facebook [N/A 10,943
Instagram | N/A N/A 313 Instagram  [N/A 1,161
Linkedln  [N/A  |[N/A 924 LinkedIn N/A 5,200

Total 6,102 7,322 [Total 2,500 17,304
Website

Page Views 2020 2022 Aug 24 — Apr 257
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https://www.facebook.com/ASANAUNZ/
https://www.facebook.com/ASANAUNZ/
https://www.instagram.com/asanaunz/
https://www.instagram.com/asanaunz/
https://au.linkedin.com/company/the-autistic-self-advocacy-network-of-australia-and-new-zealand
https://au.linkedin.com/company/the-autistic-self-advocacy-network-of-australia-and-new-zealand

Total N/A 332 9,300

Home N/A 2,689

Toolkit N/A N/A 663
App

Downloads’

i0S 174

Android 102

Total 276

Project team members

over the life of the grant Paid staff*Contracts & |Volunteers*

Honorariums?

disability) involved

People with disability (non-leaders) 1 29 3
Leaders with disability 2 3 25
People without disability 0 3 0
Total People (with and without 3 35 28

Participants in project activities

People with disability
Focus Groups, Workshops and Forums' | 805
Self Advocacy Toolkit views” 663
Self Advocacy App downloads” 276
Project Team Members* 63
ASAN AUNZ Autistic Members’ 1,107
Total 2914

M"Assumed our resources are used by or for people with disability.
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2020 ASAN AUNZ Self Advocacy Survey

The User Led Design Group
worked together to create a
survey to inform us about the
types of supports autistic

people want

we had 103 responses

How did you find out about this survey?

n=103
41%
%
£ L3
- ] Lid
ASAN AU-NZ email ASAN AU-NZ ASAN AU-NZ Twitter Linkedin Other (please
wiebsite Facebook page specify)

Are you Autistic?
n=103
. o 24%
e
0%
16%
I have received a formal diagnosis of I have self-identified as Autistic

Autism
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Age at diagnesis for respondents with a formal Autism diagnoesis
n=90

27%
20%
14% bl
2%
%
[ ] o%

Under 12 1217 years 18-24 years 25-34 years 35-34 years 45-54 years 55-64 years 65-74 years 75 yeéars or
years old old old old old old old ald older

%

Respondents who are the parent, carer or guardian of an Autistic child, or

children?
n=103
0%
0%
0%
41%
%
: -
Parent, Carer or Guardian NOT a Parent, Carer or Guardian
& . - ' o PR
Respondents who are a First Nations Person For respondents who are a First Nations Person: ~
n=103 . n=7
First i -
Nations .
Pérson . . Maori - 2

_ 6%

South Pacific lslander” 0O

Torres Straits Islander 0
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Gender identity of respondents

n=102
58%
22%
3%
Female Male Transgender

n=103

0%

Nonbinary

Age of respondents

34%
24%
20%
11% I

AV

15%
3%

Prefer not to answer

Under 12 12-17 years 18- 24 years 25 - 34 years 35 - 44 years 45 - 54 years 55 - 64 years 65 - 74 years 75 years or

years old old old old old old old old older
Respondents country of residence Respondents state or region of
n=103 residence
oo 95% n=100
- 2 27%
0% 5% 20%
o s 7% 15%
e, 15%
wx 10%
™ 3%
- 0% 0% 1 1%
E o
2% 0{\ {:F S\
A (b ‘.0 \ &
o 4% 1% §9*\ (év"‘},@‘s"\ “*‘ v"" «f"‘b «"'@ N q"”
o — o o & &
_ T & P e> 0" & s* &8
Australia New Zealand  United Kingdom - 4‘ O‘
'\
=y
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1%
- 0%
o

| understand
I

*

I
don't understand

| understand

| don"t understand

Augmentative and Signing Speaking Texting Writing Other (please
Alternate

Communication ~

Respondents preferred type of communication
n=103
4T%

20% 20%

11%
- =
I

Do you understand your Human Rights?
n=9g
* Median falls witkin this grouping

F
A

Do you understand Disability Discrimination Legislation?
n=100
* Median falls within this grouping

*
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69%

Not knowing
what | need

Mot comfortable
|
|
I
I
I

*
|
I
Always comfortable

Challenges experienced by respondents

n=102

T4% 75%
68%
25%
10%
6%
| —
Not knowing Mot knowing  Feeling like | will Access to Access to the MNeeding support
how to ask what | can ask not be communication Internet to access

for supported with devices information

my request

Q

How comfortable are you about communicating that you are Autistic?
n=103
* Median falls within this grouping

When do you respondents feel most comfortable communicating with others about

16%

Autism
n=103

62% 63% 50%
52%
I I ]

I prefer not to tell If | know the person If | need a service If | want to educate|f it is a professional  1am usually

people

well or support people about like a Doctor or comfortable to
Autism Teacher communicate
about Autism
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What types of self advocacy resources would respondents like ASAN AU-NZ to
make available

n=103
S0%
20%
TO0%
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e 36%
30%
0% 14%
o -
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& & & o 2
~0 ‘\\ \}t‘ & &

Areas of life respondents would like self-advocacy resources in
n=101

55% 3% 5o g1y
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29%
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3

Sources respondents would seek information about Autism from

n=103
m Respanses
26%
13% 1% 1%
H H = =
| -—
Facebook ASAN AL-NZ YouTube lInstagram Podeast Twitter Mabile app Linkedin Other [pleass

wabsite
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Who needed help to complete the survey?

»

&

! ‘ Zero @

PERCENT O

2025 ASAN AUNZ Self Advocacy Survey

Responses Average Time

26 04:25

1. Consent Form

® Yes, | agree to start the survey 26

@ No, | do not wish to continue (survey will end) 0

100%
2. Are you autistic?
12%
@ Yes, | have a formal diagnosis 23
@ Yes, | have self-identified as Autistic 3
® No, | am an ally to an Autistic person 0
® No 0

ASAN AUNZ ILC Grant Impact Evaluation Report 2025 | Page 27




3. How old are you now?

@ Under 12 years old 0

@ 12-17 years old 0 |

@ 18-24 years old 0 |

@ 25-34 years old 3 ]

@ 35-44 years old 9 [ ]

® 4554 years old 12 ——
@ 55-64 years old 1 ]

@ 65-74 years old 0 |

@ 75 years or older 1 =,

4. What is country do you live in?

23%

@ Australia 20
@® New Zealand 6

No territory of or associated with Australia or New
[ ] 0

Zealand
® Other 0

1%
|

5. How did you find out about this survey?

® ASAN AUNZ email 12
® ASAN AUNZ website 3 ]

® ASAN AUNZ Facebook page 6 ]
® ASAN AUNZ Linkedin 3 ]

@ ASAN AUNZ Instagram 0 |

® Other 2 .

0 5 10 15

6. If you received a formal diagnosis, how old were you when you were diagnosed?

@ Under 12 years old 0

® 12-17 years old 0 |

@ 18-24 years old 0 |

® 2534yearsold 7 I

® 35-44ycars old 9 ——
® 45-54 years old [ ]

® 55-64 years old 1 -

® 65-74 years old 0 |

@ 75 years or older 0 |
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7. Are you a parent, carer or guardian of an Autistic child or Autistic children?

@ Yes 1

® Mo 15

42%

58%

8. Do you identify as any of the following?

L]
®
L]
L]
L]

First Nations / Aboriginal
Torres Strait Islander
Maori

South Pacific Islander

None of the above

4% 45

0

24

92%

9. What gender do you identify as?

® & & & o 0

Female 17
Male 5
Transgender 0
Non-binary 4
Prefer not to say 0
COther 0

(=]
un
=]
o
&

10. What state or region do you live in?

® & & & & & & 0 0 & 0 0 0

MNew South Wales
Queensland
Victoria

South Australia
Tasmania

Western Australia
MNorthern Territory
Australian Capital Termitory
Auckland region
Canterbury region
Wellington region
Wiaikato region

Other
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11. What is your preferred type of communication?

Augmentative and Alternative

® Communication (AAC) 0
@ Signing (AUSLAN, NZ5L or other) a |
® Speaking 1 /7
P s —
. |
@ Writing 10
@ Other 1 -
0 5 10 15
12. Do you understand your Human Rights?
0
Promoters 0
Passives 9 1 1
Detractors 7 -100 160
NPS®
13. Do you understand Disability Discrimination Legislation?
Promoters 6
Passives 7
-100 = +100
Detractors 13
NPS®
14, What challenges have you experienced?
@ Mot knowing what | need 19 |
@® Mot knowing how to ask 16 |
@ Not knowing what | can ask for 18 ]
o Fecing ke [wil notbe supported withmy 55 ]
request
@ Access to communication devices 3 —
@ Access to the intemet 3 ]
@ Needing support to access information 6 ]
@ Other 1 ]
] 5 10 15 20 25
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15. How comfortable are you about communicating that you are Autistic?

0
Promoters 4
Passives 13 - 2 0
Detractors g -100 +100
NPS®
16. When do you feel most comfortable communicating with others about Autism?
@ | prefer not to tell people 5 ]
@ [l know the person well 14 |
@ [f I need a service or support T ]
@ [f | want to education people about Autism 12 ]
@ [fitis a professional like a Doctor or Teacher 9 I
° l'am usual.ly comfortable to communicate 1 ]
about Autism
0 5 10 15
17. What types of self advocacy resources from ASAN AUNZ have you used?
@ Tool kits 13 I
@ Links to resources 13 |
® Videos 4 |
@ Face to face training 0
@® Webinars 2 ]
@ Podcasts 2 ]
@ Other 3 ]
0 5 10 15
18. What types of self advocacy resources would you like ASAN AUNZ to make available?
@ Tool kits 16 |
@ Easy read documents 7 | ]
@ Links to resources 13 ]
@ Freguently asked questions 18 ]
® Videos 15 —
@ Face to face training 9 1
® Webinars 1 —
@ Podests 2 I
@® Other 3 -
0 5 10 15 20
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19. What areas of life would you like {(more) self advocacy resources in?

® Accessibility nesds 10 S ——
#® Communication options 10 [
& Community engagement 12 S
@ Decision making 13
# Education 8
o Erpoment - ]
® Gosi Setting 2 I
@ Finance . I
@ Heaith 12 I
@ Hobbies and Isisure activities 5 I
@ Housing 5 |
#® Human Rights issues 1 I
@ Independence 7 ]
#® Job Seeking g EEE——
® Legal lssues 3
& MDIS Planning 12
@ Dlanning holidays and trawel 2 —
@ Politics {including how enrol and vote) 2 I —
# Relationships with others ] -
® Safety g L]
® Sexuality 5 .|
@ Supports and services 132 ]
#® Transport 4 ]
@ Velumzering : S
& e : ——
]
]

0 5 10 15
20. What sources would you use to find information about Autism?

® Facsbock 13 ]

@ ASAN AUNT websits 12 .|

® vourbe 7 I

® Instagram 8 —

® FPodcasts " ]

& Twitter 1 =

® Mobie apps s —

@ Linkedin : —

@ Oter “ —

o 5 10 15 20
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Stories of Change

Story of Change 1 - Told by Staff Member
Who was involved? Staff Member

Location of Story? Community

How did project contribute to change?

Being employed as a sole trader gave me the opportunity to develop my own
business. | did not have the confidence to even consider working as a sole
trader before applying to work for the ILC project. | had a long-term goal of
working in autistic space for many years, and actively working to engage the
autistic community in building self-advocacy resources. Having the opportunity
to work specifically in this field has been life changing for me.

Who was impacted? Staff Member
What happened prior to Activity commencement?

Prior to being employed as Project Officer for the ASAN AU-NZ ILC project the
staff member was employed as a training facilitator for a disability organisation.
The staff member applied for and won two volunteer placement opportunities
with the Autism CRC Sylvia Roger Program in 2019 and 2020; the Future
Leaders and Governance programs. The staff member was mentored by an
autistic peer for twelve months and presented on autism and trauma as part of
their personal project. The staff identified their values and goals and realised
their personal and career goal was to work with an autistic led organisation, and
to use the skills they had to contribute to positive change for autistic people at
an individual and systemic level. The barrier to realising those goals was the
lack of paid opportunities in Government and non-Government to work in this
space. The staff member had limited opportunities to volunteer with the
autistic community due to paid work commitments and felt isolated in their
community and unable to contribute their skills.

What was the change that occurred and why is it important?

For the staff member, the opportunity to be engaged in paid employment in an
autistic space has helped them grow in confidence and to further develop their
skill set.

Through their work they have had the opportunity to learn more about advocacy
in all its forms and to bring people together to share ideas and communicate
about their needs. They have been able to actively recruit volunteers Nationally,
to work together towards growing the scope and resources within the autistic
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led organisation. Through their work role, they have been able to focus on
building the existing membership involvement in the organisation, and to
contribute to a community of practice. Empowering people to learn how to
apply their human rights to their everyday lives through resource design has
been the highlight of the staff member’s career.

Why do you think it happened and what difference did it make (or will it make)
in the future?

Paid employment opportunities targeted to autistic people provide a platform
for individuals to show what they can contribute if standard barriers to
employment are removed and accessible.

Story of Change 2 - Told by Board Member

Who was involved? Board Member, Contractors, Partner Organisation and
Autism Community

Location of Story? Online Platform
How did project contribute to change?
Training, leadership confidence and facilitation of opportunity

Who was impacted? The Board Member, Partner Organisation, Autism
Community, and Mainstream Employers

What happened prior to Activity commencement?

The Board member in the story was diagnosed later in life and was new to self-
advocacy and leadership before she joined the Board of ASAN AUNZ. Her
comments: As a late diagnosed autistic, | was denied many important
opportunities to shape my career to focus on combining my lived experience of
autism with my professional knowledge of Clinical Psychology. Although I have
a PhD in Clinical Psychology, am formally diagnosed as autistic and am a carer
for my autistic son, | am relatively new to autism advocacy.

What was the change that occurred and why is it important?

During August 2021 | participated in the Autism at Work Summit run by the
Autism CRC on a panel discussing mental health at work. As such, this
opportunity represented an important step forward in my advocacy career and
an opportunity to share my lived experience of issues affecting autistic people
in the workplace. . Since my diagnosis | have had many opportunities to build
my capacity in autism advocacy, such as joining the board at ASAN-AUNZ,
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being promoted to Secretary of the board at ASAN-AUNZ and representing
ASAN-AUNZ at the Autism ERG for the implementation of the Autism CRC
guidelines. However, the Autism at Work Summit was one of the first
opportunities | have had to publicly share my lived experiences. Although
somewhat anxiety provoking (to be expected!), | felt well-supported by the
Autism CRC during this process and the expectations of me were very clear. |
felt during the session that my contributions were valuable and well received by
the other panelists and audience alike.

Why do you think it happened and what difference did it make (or will it make)
in the future?

Being a panelist sharing my lived experience at the Autism at Work Summit has
further strengthened my capacity and motivation to continue to apply for
further opportunities to share my lived experience and as such | have recently
applied to represent ASAN-AUNZ on the Australasian Autism Research Council.

Story of Change 3 - Told by Staff Member
Who was involved? Staff Member

Location of Story? Adelaide and India

How did project contribute to change?

Changes the attitudes of UX Designers around disability involvement and
accessibility.

Who was impacted? Project Staff and App Design Staff
What happened prior to Activity commencement?

We needed to design an App to meet the needs of our community -
accessibility, person centred design, and language preferences

What was the change that occurred and why is it important?

We have spent 3 months working with an Adelaide and Indian based team on
App Development, this has involved educating the designers about accessibility
and helping them understand the needs of the Autistic community.
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Why do you think it happened and what difference did it make (or will it make)
in the future?

We have significantly changed the views of the designers around their views of
working with people with disability, their understanding of accessibility for
people with hidden disability, their use of language that - not stigmatising or
medicalised.

Story of Change 4 - Told by Board Member

Who was involved? Board Member

Location of Story? Online

How did project contribute to change?

The provision of training on board roles and functions

Who was impacted? The board member and the board who are all autistic
What happened prior to Activity commencement?

As a new board member there was a need to upskill and not only familiarise
with content but also roles and functions of board members.

What was the change that occurred and why is it important?

Undertook training via the Institute of Community Directors which included the
following modules. What do boards do, Why should you sign up, Common
questions from new directors, How much time is involved, What am | liable for,
Looking at the books, Questions you might have for the board, How are things
done around here, The Board Manual, An Ideal Induction Checklist.

Why do you think it happened and what difference did it make (or will it make)
in the future?

More confidence in undertaking the role, increased ability to engage and ask
relevant questions of the board and operations staff, the ability to identify
strengths and weaknesses, the ability to request relevant information and seek
to make change. The ability to take on an executive role on the board.
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AAC

ASAN AUNZ
ICB

ILC
LGBTIQASB+

OCB
ULDG

Augmentative and Alternative Communication

Autistic Self Advocacy Network of Australia and New Zealand
Individual Capacity Building

Information, Linkages and Capacity Building

Lesbian, gay, bisexual, transgender, intersex, queer,
asexual/aromantic, sistergirl and brotherboy, with the plus
sign acknowledging other identities in the community.

Organisational Capacity Building

User Led Design Group

Notes on Language

Autistic person

Pronouns

Speak / Hear

This report uses this term as it is generally preferred by
autistic people. However, we respect the right of individuals to
be addressed in a way that respects their identity.

This report avoids the use of gendered pronouns where
possible. Where pronouns are used they are as indicated by
the person or as quoted by others.

These and other similar terms are intended to include all
forms of expressive and receptive communication.
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