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Plain text for NDRP slides - Evidence to Action
Impact of investing in research co-design
Session feedback link - https://s.zoom.us/m/bPlPdP6aw  Let us know what you think. 
Slide 1
Title: Evidence to action: Impact of investing in research co-design
24 August 2026
The lower right-hand side of the slide includes the NDRP logo and the lower half of the slide includes multi-coloured NDRP brand sweeping lines.
Slide 2
Title: Acknowledgement of Country
The NDRP acknowledges the traditional custodians of Country throughout Australia. The peoples on whose land we live and work, have lived on and cared for Country for thousands of generations, and this land has never been ceded. We pay our respects to them and their cultures, and to Elders past and present.
Slide 3
Title: The impact of investing in research co-design
written for NDRP by Dr Ellen Skladzien
The slide includes an image of the report cover, titled The impact of investing in research co-design - full report. Report page - https://content.ndrp.org.au/the-impact-of-investing-in-research-co-design 
Slide 4
Title: A different approach to disability research
Common approach
Research design → Research proposal → Funding → Codesign
NDRP Seed Funding
Codesign → Research design → Research proposal → Future research
NDRP invested in codesign before the research questions and methods were decided.
Slide 5
Title: Codesign changed the research
“When people with lived experience had real authority, decisions changed in meaningful ways” - Safe in my own skin
· Research questions changed
· Methods changed
· The definition of safety changed
Slide 6
Title: Codesign strengthened capability
“Being part of this research team is the first time I've felt like I had a voice”
Psychological safety for children with ‘behaviours of concern’
People with disability
Skills, confidence, research experience
Partnerships
Relationships, trust, new ways of working
Slide 7
Title: Codesign needs the right conditions
“Co-designing research, particularly on sensitive and complex topics, takes time, trust, resources and really good partnerships with diverse stakeholders.”
Hidden in Plain Sight
Leadership
· Disability leadership
· Power sharing
Safety
· Trust
· Cultural safety
· Psychosocial safety
Resources
· Accessibility
· Time
· Investment
Slide 8
Title: Structural Challenges
Funding
Codesign often starts too late.
Institutional systems
Can create barriers to disability-led research
Employment
Practical barriers for researchers with disability
Data and Evidence
Important information is missing or evidence is not acted on.
Slide 9
Title: Lessons from the Seed Funding Round
· 1. Fund codesign early
· 2. Create the right conditions
· 3. Invest in capability and partnerships
· 4. Change the systems that create barriers
Slide 10
Title: Get in touch
· Email: Ellen@skladzienconsulting.com.au
Slide 11
Title: From co-design to action
A transition slide reading “From co-design to action”, using the NDRP brand sweeping lines.
Slide 12
Title: Using research to influence systems change
What is on this slide
A circular diagram shows five stages used to think about how research can support systems change:
· Existing evidence
· Recommendations made
· Implementation gap
· Accountability gap
· Opportunity for research
Arrows connect the stages in a cycle.
Slide 13
Title: What decision makers often look for in research
Research that helps decision makers:
· Understand what is happening and why
· Address real policy and service challenges
· Connect with current reforms, reviews and policy priorities
· Explain what the findings mean for policy or practice
Research that considers the policy system:
· Different levels of government and responsibilities
· Where national, state and territory collaboration is needed
· How research can inform future decisions or reforms
Research that supports action:
· Identifies evidence gaps
· Explains implementation challenges
· Considers costs, benefits and feasibility
Slide 14
Title: What to listen for
· What changed because people with disability were involved before the research began?
· What conditions made meaningful co-design possible?
· What barriers in the wider research or funding system did teams encounter?
· What will last beyond the funded project - whether that is a partnership, capability, a clearer research direction or an opportunity for action?
Slide 15
Title: Today’s program
· Team showcase 1 (Room 1 or Room 2)
· Break 10 mins
· Team showcase 2 (Room 1 or Room 2)
· Break 10 mins
· Crosscutting reflections
· Panel
· Closing and next steps
Slide 16
Title: Team Showcase 1
Zoom Room 1
· Safe meals for people with swallowing difficulties
· Keeping people with disability safe on farms
· Safe Homes: alternatives to group home
Zoom Room 2
· Pleasure-centred sexual safety for neurodivergent people
· Exploring the mobility safety concerns of Australians with deafblindness
· Reproductive justice and neurodivergence
Stay here in this link
Link for 2nd room
Slide 17
Title: Team Showcase 2
Zoom Room 1
· Psychological safety for children with 'behaviours of concern'
· Family violence in families of children with disability in Australia
· Sometimes I'm too safe: Exploring the dignity of risk
Zoom Room 2
· Culturally grounded safety for First Nations women with disability (pre-recoding)
· Building culturally safe support for refugee communities
· Barriers Within Bars: Indigenous people with disability in prison
Slide 18
Title: Zoom Room 1 / Zoom Room 2
A video-conference illustration shows one larger group splitting into Zoom Room 1 and Zoom Room 2.
Slide 19
Title: Team Showcase 1 - Zoom Room 1
A transition slide introducing Team Showcase 1, Zoom Room 1.
Slide 20
Title: Safe-MEALS: Safe Food, Enjoyable Meals, Advocacy and Lived Experiences.
Hemsley, B.¹˒², Given, F.¹˒², Debono, D.¹˒³, O'Connor, J.⁴, Jurgens, A.⁵, Baldac, S.⁶, & Chan, J.⁷
1. The University of Technology Sydney 
2. The University of Newcastle 
3. The University of New South Wales 
4. Onemda, Victoria 
5. Melba Support Services 
6. Speech Pathology Australia 
7. Jeff Chan Consulting 
Image caption: Investigator team
Visual description:
Title slide for the Safe-MEALS project. The project title and investigator names and affiliations appear on the left of the slide. On the right is a colour photograph of the investigator team. Nine people are pictured together indoors, with six people standing in the back row and three people positioned in front, including one person seated in a wheelchair. The photograph is captioned “Investigator team”.
The logos of the University of Technology Sydney, Melba Support Services, Onemda and Speech Pathology Australia appear across the top left of the slide. Curved pink, navy, orange and peach graphic ribbons run across the top right. 
Slide 21
Title: The challenge and the opportunity
Slide text:
· Rising incidence of choking deaths
· Choking deaths and aspiration pneumonia can be prevented
· Multiple factors affect mealtime safety
· Mealtime safety and enjoyment are interlinked
· Dysphagia screening, assessment and education are not enough
· Need to include the person with disability in the process
· Mealtime safety is a human right requiring a new approach
Image caption: Fiona Given, Investigator
Visual description:
A photograph of Fiona Given seated in a wheelchair at a desk in an office setting. Fiona is facing the camera and has a tablet-based communication device positioned on the desk in front of her. Office equipment, cupboards and a glass partition are visible in the background.
Captions / spoken text:
“OK. There has been a rising incidence of fatal choking on food and aspiration pneumonia. For people with swallowing problems called dysphagia, these outcomes can be devastating and preventable.
We identified that mealtime safety is influenced by many interacting factors. It is not just about the person’s swallowing ability. It is also about staff being prepared, communication, organisational systems, documentation, food preparation, supervision and supported informed decisions.
Mealtime safety and enjoyment are interlinked. Screening, assessment and education are not enough. Mealtime safety is only one part of the story.
Mealtimes are essential to quality of life. Mealtime safety is a human right requiring a new approach.”
Slide 22
Title: What we did
Slide text:
· Review of Coroner Reports, with GenAI helping
· Interviews with people with swallowing difficulty
· Focus groups and interviews with staff
· Workshopping with project organisations
· Site visits to project members
· Review of incident report databases in two organisations
Image caption: Anneke Jurgens
Visual description:
On the right of the slide is a head-and-shoulders photograph of Anneke Jurgens, smiling at the camera and wearing glasses and a colourful scarf. A speaker icon beside the photograph indicates that audio accompanies this section.
Below the photograph are two small orange bar charts under the heading “92 Coroner Reports on Deaths.” The first chart, titled “Rising number of reports,” shows the number of reports increasing across successive time periods from 2005-2010 to 2021-2022. The second chart is titled “DEATHS: Age range 11-93 yrs, most middle age” and shows deaths distributed across age groups, with the largest numbers occurring in middle age.
The NDRP logo appears at the bottom right of the slide. Curved pink, navy, orange and peach graphic ribbons run across the top right.
Captions / spoken text:
“We adopted a multi-method approach and worked closely across the disability partner organisations.
Our review of coroner’s reports identified patterns and contributing factors associated with deaths from choking on food or aspiration pneumonia. We acknowledge the people who died as contributing much to our work through their coroner reports.
We also conducted interviews with people who have swallowing difficulties. Their experiences provided essential insights into the realities of living with dysphagia and navigating daily mealtime decisions.
We held focus groups and interviews with support staff and managers to understand their experiences, challenges and safety practices.
We held workshops and discussions to interpret findings and identify practical implications and strategies to focus on in future research.
Site visits allowed us to observe service environments and understand the organisational context in which mealtime supports are delivered.
The two disability organisations involved, Onemda and Melba Support Services, reviewed incident reporting databases to examine how mealtime safety events were documented, monitored and acted upon.
Together, these multiple data sources provided a much richer and more comprehensive picture than any single method could have achieved on its own.”
Slide 23
Title: What are we learning
Slide text:
· Complexity - efforts so far have not been sufficient to prevent harm
· Mealtime enjoyment - relies on safety and choice
· It is important to support safe choices
· Documentation and reporting of mealtime safety incidents is important
· Tracking and responding to mealtime safety incidents is important
· Coroner death reports reveal multiple ways to reduce risk
Image caption: Janice O’Connor
Visual description:
At the lower left of the slide is a photograph of Janice O’Connor standing indoors and smiling at the camera. A speaker icon beside the photograph indicates that audio accompanies this section.
On the right are photographs of different foods, including sausages and a prepared meal, alongside a series of green boxes listing examples of ways mealtime risks may be reduced. These include:
· Supervision
· Adherence to mealtime plans
· Care after evening meals
· Avoid eating in vehicles
· Purchase appropriate foods, including snacks
· Behaviour support for food grabbing
· Educate the person with disability on their risks
Captions / spoken text:
“Our findings highlight just how complex mealtime safety, enjoyment and participation really is for people with a disability and those that support them.
Current efforts have not been sufficient to prevent harm. The persistence of choking incidents suggests that the issue is more complex than having an assessment and a mealtime plan in place.
We also learned that mealtime enjoyment and safety are interlinked. Actions to address one can impact on the other.
This has reinforced the importance of supporting safe choices through a good understanding of risk and prevention. People need opportunities to participate in decisions about their meals while also being supported to understand and manage the risks.
Another important outcome concerns documentation and reporting. Accurate recording of incidents helps organisations identify patterns, learn from events and implement improvements.
Similarly, proactive tracking and response systems allow services to monitor emerging risks before serious harm occurs.
The coroner’s reports were particularly valuable because they highlighted multiple points where intervention may have reduced risk. These reports offer practical lessons that can inform prevention strategies in disability and aged care services.”
Slide 24
Title: What helped
Slide text:
· Regular meetings and discussions with the team
· Site visits to meet support workers and managers
· Engaging with people with swallowing disability
· An inclusive research team
· Trust and sharing of information about ‘adverse events’
· Use of Generative AI to help analysis of the coroner reports
Image caption: Deborah Debono
Visual description:
On the right of the slide is a research poster about the SAFE-MEALS project and the use of Generative AI to analyse coroner reports. The poster includes project partner logos, text, charts, photographs and summaries of findings and recommendations. A caption below states: “Award-winning poster: Impact award (runner up) IASSIDD 2026.”
To the right of the poster is a head-and-shoulders photograph of Deborah Debono, smiling at the camera and wearing glasses. A speaker icon below the photograph indicates that audio accompanies this section.
Captions / spoken text:
“There were several factors that contributed to the success of this project.
First, regular meetings and ongoing discussions across the research and industry teams helped maintain momentum and ensure that findings were continuously shaped by different perspectives.
Site visits were especially valuable. Meeting support workers, managers and organisational leaders helped us better understand everyday practice and the realities of service delivery.
A major strength of the project was direct engagement with people who have swallowing disabilities and their supporters. Their experiences challenged assumptions and helped keep the research focused on issues that matter most.
The project also benefited from having an inclusive and multidisciplinary research team. Different backgrounds and expertise enriched both the analysis and interpretation of findings.
Another important factor was the trust developed with participating organisations. Partners were willing to openly discuss incidents, challenges and adverse events, creating opportunities for shared learning rather than blame.
Finally, we explored the use of generative AI as a tool to support analysis of large numbers of coroner reports. This helped us identify themes efficiently while still applying human judgement and critical interpretation throughout the research process.”


Slide 25
Title: Final lessons
Slide text:
· Choking can be prevented - multiple recommendations from coroner reports now need action.
· Multiple data sources can be combined - telling the story from multiple angles will help address a complex situation/problem
· Inclusion of more people with disability and dysphagia in research will rely on observational research (e.g., observing what happens during mealtimes)
· Disability organisations are motivated to reduce choking and aspiration pneumonia - importance of collaboration across the services
Visual description:
This is a text-based slide presenting four final lessons from the project. Key phrases at the beginning of each point are highlighted in orange, with the supporting text in black.
Slide 26
Title: Cultivating Safety in Agriculture
Dr Josie Clarke & Nigel Corish - Ability Agriculture Foundation
Dr Nicole McDonald & Dr Pat Calusso - Central Queensland University Future Farming Institute
Real people. Real insights. Real change.
Ability Ag completed Disability-led research into safer, more inclusive farming.
The slide uses a full-background photograph of a person working among crop rows.
Slide 27
Title: The challenge or the opportunity
· Agriculture is one of Australia’s highest‑risk industries. People with disability already work, live, and contribute across farms — but safety systems rarely consider their needs.
· This was the first opportunity to investigate the reality of the safety ecosystem persons with a disability have to navigate in agriculture.
Slide 28
Title: What we did
Ecosystem approach
· Persons with lived experience working in agriculture
· Agribusiness employers
· Farm Safety Consultants
· Allied Health Professionals
Phase 1: small group and individual interviews
Phase 2: Co-design workshop - prioritising value vs impact next steps, ecosystem map review and feedback
Slide 29
What is on this slide
A detailed ecosystem map shows the people, organisations, supports, knowledge gaps and relationships that can affect safety for a person with disability or impairment working in agriculture.
Key people and parts of the ecosystem include:
· Person with disability or impairment
· Employer
· Fellow employees
· Safety consultant
· Industry organisations / Farm Safety
· OT / allied health
· Supports
· Formal support, including back to work or vocational rehabilitation, Employment Assistance Fund, NDIS and local service or employment providers
· Self-innovation - “make it happen”
The map highlights:
· Knowledge gaps
· Confidence, advocacy and awareness
· Informal support
· Training, support and resources
· A fitness-for-work perspective that can place responsibility on the person with disability to bring knowledge
· Opportunities to provide knowledge of supports outside safety in family farm or agribusiness situations
· Collaborative implementation and documentation of safe adjustments and supports
· Consideration of industry safety with formal adjustments and supports
· How industry can work with allied health
· A lack of agriculture-based understanding in parts of the support system
Slide 30
Title: What are we learning
· People with a Disability often Manage Risk Alone
· Fear of Disclosure of asking for support/adapted task (if needed) - Reduces Safety & Increases Risk
· Safety Systems and their inadaptability - “fitness for work” “safety competence & compliance”
· Confidence & Capacity - Dependent on agricultural organisation size, culture and access to knowledge or support
· Employers Want to Help — But Lack Formal Guidance
· Persons leading change in industry - individual or family member
· There are many gaps in the ecosystem - from the farm to the disability support industry
· Confidence + Knowledge = Safer Outcomes
Slide 31
Title: What helped
· Community based partnership - an invaluable environment in agriculture built on learning together - key to building disability confidence as an industry
· Flexibility in group vs individual interviews & feedback
· 9am-9pm windows navigating farming work
· Value participants expertise and time (something we’re not good at in agriculture)
· Strengthened capacity of community-based research
Slide 32
Title: Final lessons
· Real change only happens when solutions are built with the people they affect — grounded in lived realities, shaped by ecosystem members, and supported across the whole agricultural industry.
· Think about who is “your ecosystem”? Who are your big “farms” and the small “farms”. How do we co-create solutions to ensure evidence-to-action efforts enable practical, adopted change.
Slide 33
Title: Safe homes: Co-designing evidence for inclusive, individualised support for people with intellectual disability
Presenters: Dariane McLean, Tess Bright, Bella White
Dariane
Partner logos for the University of Melbourne, UNSW, Inclusion Australia and the NDRP appear along the lower part of the slide.


Slide 34
Title: The challenge or the opportunity
Dariane
Slide 35
Title: Who was involved
University of Melbourne researchers: Dr Tess Bright, Bella White, Dr Kate Mason, Stef Dimov, A/Prof Zoe Aitken, Dr Cate Bailey, Prof Anne Kavanagh
University of NSW Canberra researcher: Prof Helen Dickinson
Inclusion Australia team: Dariane McLean, Amy Conley Wright, Luke Nelson, Brooke Canham
Inclusion Australia’s Complex Needs Family Reference Group
Research participants who were families and individuals using the service-for-one model
Tess
Slide 36
Title: What we did
Tess
The diagram shows these steps:
· Partnership development and establishing the research team
· Engaging with Inclusion Australia’s Complex Needs Family Reference Group
· Co-designed research proposal submitted for funding
· Funding success
· Recruiting lived experience research assistant
· Establishing project governance group
Slide 37
Title: What was achieved or is emerging
Tess
The diagram shows three emerging themes contributing to wellbeing, choice and control, and quality of life:
· Trusted relationships that depend on stable and skilled support teams
· Reduced restrictive practices and crisis services use
· Environmental and community safeguards
These themes are grouped together and linked to “Wellbeing, choice and control, and quality of life”.
Slide 38
Title: What are we learning
Bella
· Our partnership was a big strength of the project
· Our work was strengthened through a governance group that centred lived experience
· A lived experience research assistant helped embed lived experience throughout the project
· It takes more time to do work that is fully inclusive, but it leads to better research
· Including people with intellectual disability and high support needs in research that is about their lives is vital
Slide 39
Title: Final recommendations
· Make research more accessible for people with intellectual disability (e.g. create an Easy Read list of research terms)
· The NDIS is changing all the time which impacted on families in our research so we need more evidence and we need to engage with policymakers early and often
Bella
Slide 40
Title: How to engage with our Research Team
Email:
· Tess: brightt@unimelb.edu.au
Slide 41
Title: Team Showcase 1 - Zoom Room 2
A transition slide for this part of the team showcase.
Slide 42
Title: Developing strengths-based and pleasure-centred understandings of sexual safety for neurodivergent women, trans and gender-diverse people in Victoria: a co-design project
Australian Research Centre in Sex, Health and Society, La Trobe University: Sophie Hindes; Lily Moor; Natalie Amos; Adam Bourne; Jax Brown; Sarah Vrankovich; Lukas Burgess; Emma Jago; Zoe Simmons
Women with Disabilities Victoria: Lena Molnar; Melissa Jolley; Brigid Evans
Olga Tennison Autism Research Centre, La Trobe University: Jacqueline den Houting
La Trobe’s Reducing Gender-Based Violence Research Group: Jessica Ison; Sarah Vrankovich
Slide 43
Title: The challenge
· How to support the discussion of sensitive topics relating to sexual safety, violence prevention, disability, and marginalisation.
Image caption: Some members of the project team.
On the right is a collage of 12 photographs of members of the project team, arranged in three rows of four. The photographs are a mixture of head-and-shoulders portraits and people pictured in indoor and outdoor settings. One person is pictured using a wheelchair.
The caption underneath the collage reads “Some members of the project team.”
Slide 44
Title: What we did: 7 co-design meetings

· We ran 7 co-design meetings across October 2025 to March 2026.
· Accessibility and inclusion were core design principles rather than adjustments
· Proactively addressed power dynamics and confidence barriers, including “imposter syndrome”
· Lived experience was represented across all levels of the team, shaping meetings through regular check-ins and reflections.
Slide 45
Title: What are we learning
Lived experience insights helped improve accessibility and participation by introducing:
· Flexible ways to participate (online, cameras on/off, speaking, chat, regular scheduled breaks, clear written communication, opportunities to step away)
· Disability-led facilitation
Power-sharing was built into the meetings
· Graded consensus decision-making
· Permission to be inarticulate and appear as you are and openness to personal anecdotes
· Employing lived experience researchers as paid members of the research team, rather than external advisors
Slide 46
Title: What helped
· Embedded lived experience across project and care and concern for well-being of team above all
· Clarity about neurodivergent vs neurotypical communication and expectations
· Imposter syndrome impacts us all
· Accessibility and genuine inclusion is paramount
· Pizza days = 💙
The final bullet reads “Pizza days =” followed by a large blue heart symbol.
Slide 47
Title: Final lessons
· Lived experience and co-design are more than just nice things to have: it shaped the project and our experiences
· Everyone comes from different backgrounds, and everyone has something to add (even if they don't feel like it: none of us are imposters!)
· We need to create psychological safe spaces
· “Nothing about us without us” can't just be tokenistic
Slide 48
Title: Exploring the mobility safety concerns of Australians with deafblindness
Dr Meredith Prain, Dr Sue Silveira, AssProf Kathleen Tait, Ms Heather Lawson, Mr Stephen Hallinan, Ms Melinda Carter, Ms Lisa Chen
Slide 49
Title: Acknowledgement of Country
The slide shows the words “Acknowledgement of Country” next to a photograph of a rocky creek and surrounding bushland.
Slide 50
Title: Collaboration between:
· Able Australia
· NextSense
· Macquarie University
· Deafblind Victoria
· Deafblind West Australians
· Hunter Deafblind Connect
Slide 51
Title: The challenge or the opportunity
· ICF core sets for deafblindness development highlighted mobility as a major concern for people with deafblindness
· Opportunity to better understand these concerns from perspective of people with deafblindness
Slide 52
Title: What we did
· Establishment of steering committee 4/7 live with deafblindness
· Focus groups in Vic, NSW and WA
· Thematic analysis of focus group transcripts
· Confirmation of analysis from steering committee
· Formulation of 3 research questions from focus group analysis
· Vote on question by focus group participants
Slide 53
Title: What are we learning
· Mobility safety
· Structural issues
· Issues with vehicles
· Issues with public transport
· Human assistance
· Co-design
· Importance of relationships
· Communication support and additional time
Slide 54
Title: What helped
· Strong State based DB groups
· Relationships - Lead researcher and State based groups, and steering committee with members of State based groups
· Experience of lead researcher in facilitating groups of people with deafblindness
· Adequate and prepared communication supports
Slide 55
Title: Final lessons
Key research priorities:
· What do orientation and mobility specialists, communication guides and public transport staff need to know about deafblindness to improve mobility safety of people with deafblindness
· Research with people with deafblindness
· Form and leverage relationships with deafblind led peer groups
· Ensure additional funding for communication support and time, to ensure inclusion and participation
Slide 56
Title: How to engage with our Research Team
Email:
· meredith.prain@ableaustralia.org.au


Slide 57
Title: Reproductive justice and neurodivergence
Karina Noble – Whadjuk Noongar Boodja
Jess Moulton – Wurundjeri Woi-wurrung and Bunurong lands
Slide 58
Title: Our team
Amanda O’Donovan, Ana Pike, Anna Arnstein-Kerslake, Bronwen Merner, Casey Haining, Cat Kirby, Clare Toulmin, Georgina Sutherland, Heidi La Paglia, Jen Hargrave, Jess Miles, Kardie Whelan, Karina Noble, Kate Witteveen, Linda Steele, Louise Keogh, Maxxy Prior, Orion Viktor, Rachel Grove, Rikki Spencer, Rosalie Power, Sarah Timperley, Steph Odoi, Stef Dimov & Tess Moodie
Partner organisations
Sexual Health Quarters, Sexual Health Victoria
Collaborating Universities
University of Technology Sydney, University of Queensland, University of Melbourne, Western Sydney University
Visual description:
The research team, partner organisations and collaborating universities are listed on the left side of the slide.
On the right is a large magenta icon representing a group of three people.
Slide 59
Title: Why reproductive justice and neurodivergence?
· Inequities in sexual and reproductive healthcare
Example: higher rates of endometriosis, but longer waits for diagnosis
· Experiences that can undermine safety, autonomy and trust
· Limited research on community priorities
Aim: What are neurodivergent people’s priorities regarding sexual and reproductive health and rights, and what should research focus on first
Across the lower part of the slide is a large rectangular box outlined in purple containing the project aim.
Slide 60
Title: Our approach
Community-led co-design
· Community Reference Group led project direction
· Flexible and accessible participation
· Steering Committee supported implementation
Key priority identified:
Safety in sexual and reproductive primary healthcare (e.g. General Practice)
People described:
· Being judged or dismissed
· Pressure around reproductive decisions
· Gendered assumptions in care
· Feeling unsafe or excluded
Slide 61
Title: What we co-designed
Two key outcomes:
Research protocol
· Community priorities
· Developing recommendations for safer, neuro-affirming care
· Ready for future funding
Co-design framework and process
· Accessible methods
· Meaningful participation
· Community-led research
Visual description:
The slide presents two key outcomes from the co-design process.
A small document icon appears beside the heading “Research protocol”. A handshake symbol appears beside “Co-design framework and process”.
Slide 62
Title: Why the process mattered
· Genuinely inclusive, accessible and flexible approach
· Created a safer, community focussed, trauma-informed space
· Respectful navigation of difficult conversations and decision making
= More meaningful engagement
= Relevant and community-grounded protocol
Three features of the approach are each marked with a tick symbol. Two indented statements underneath show the outcomes of this approach: more meaningful engagement and a relevant and community-grounded protocol.
Slide 63
Title: Lessons and recommendations
1. Shift power → Invest early in LLE leadership
2. Tailor your research to the community
3. Set shared values early
4. Treat genuine co-design as core research practice
5. Importance of trauma-informed practice
The first recommendation includes an arrow between “Shift power” and “Invest early in LLE leadership.”
Slide 64
Title: How to engage with our Research Team
Email: jessica.moulton@unimelb.edu.au
Thank you!

Slide 65
Title: Team Showcase 2
A transition slide for this part of the team showcase.
Slide 66
Title: List and links
Zoom Room 1
· Psychological safety for children with 'behaviours of concern'
· Family violence in families of children with disability in Australia
· Sometimes I'm too safe: Exploring the dignity of risk
Zoom Room 2
· Culturally grounded safety for First Nations women with disability (pre-recoding)
· Building culturally safe support for refugee communities
· Barriers Within Bars: Indigenous people with disability in prison
Slide 67
Title: Zoom Room 1
A transition slide for this part of the team showcase.
Slide 68
Title: Psychological Safety of Children with Disability Labelled with ‘Behaviours of Concern’
Lead organisation: University of Melbourne
Partner organisations: Yellow Ladybugs; Heads Together for Brain Injury
Project team: A/Prof Sarah Knight, Dr Nicole Merrick, Prof Christine Imms, A/Prof Matt Harrison, A/Prof Lisa McKay-Brown, Chelsea Aquilina, Heather Renton, Juanita Mulholland, Cat Lancaster, Kate Heine, Natasha Staheli and Katie Koullas.


Slide 69
Title: The challenge or the opportunity
My mainstream primary school was pretty supportive: people listened, cared and tried to understand what I needed to be safe and included. But mainstream high school was completely different. I felt judged and criticised for my ‘behaviour’ which was actually panic attacks and seizures. I became so scared and upset that I started hurting myself and even thinking about suicide, and I had to stop attending school.
Slide 70
Title: What we did
· Four co-design workshops
· 1. NOW: Map current experiences
· 2. WOW: Imagine safer, rights-based support
· 3. NOW to WOW:  Refine questions, methods and partners
· 4. HOW:  Shape study design, risks, timeline and funding
Slide 71
Title: What are we learning
· Five key learnings
· 1  Behaviour is communication
· 2  Everyday interactions shape psychological safety
· 3  Language can reduce (or reinforce) stigma
· 4  Lived experience redirects research
· 5  Co-design itself should be evaluated
Slide 72
Title: What helped
· Relationships first
· Co-designed psychological safety and distress protocols
· Flexible participation
· Shared power
· Ongoing flexibility
· Being part of this research team is the first time I’ve felt like I had a voice, am respected and valued for my lived experience and knowledge. It’s made me passionate about creating real solutions so that young people like me feel safer and more valued in their schools.
Slide 73
Title: Final lessons
· Five lessons for future co-design
· 1  Invest in process
· 2  Clarify roles and expectations early
· 3  Build in regular checkpoints
· 4  Keep lived experience central
· 5  Link co-design to policy and practice
Next steps
Two Master of Psychology students are:
· •  Evaluating our co-design process
· •  Conducting a scoping review of psychological safety for children with disability
Slide 74
Title: How to engage with our Research Team
· sarah.knight@unimelb.edu.au
· Project focus; Safe, inclusive and rights-based schools for students with disability.

Slide 75
Title: Safety Beyond Barriers (SBB) Project: Diverse experiences of family violence among children and young people with disability
Lead organisation: Children and Young People with Disability Australia (CYDA)
Partner: Australian Institute of Family Studies (AIFS)
Madeleine Gay| CYDA | Acting Policy and Research Lead |
SBB Project Support Officer
Slide 76
Title: The challenge and opportunity:
genuine co-design
Embedding genuine co-design across the whole project cycle.
What is co-design?
Co-design is a way of working together to create something new. The ‘co’ means collaboration; the ‘design’ means making.
In research, co-design involves people with lived experience working alongside researchers to shape research questions, methods, tools, and outcomes.
It’s about people with lived experience/expertise being part of the team, making decisions, and helping shape what gets built, tested, and shared. It’s creative, flexible, and based on trust.*
*  https://www.ndrp.org.au/resources/co-design
Slide 77
Title: What we did
· The project brought together co-designers with lived experience of disability, family and domestic violence (FDV) and diverse life experiences to shape a research proposal for a future study.
The co-designers were involved in:
· A preparatory session
· Three co-design sessions over six months
· Review of the final research proposal
Slide 78
Title: What are we learning
· It was challenging to fully represent the diversity of experiences.
· Genuine co-design requires time, resourcing and getting the 'right people' in the room.
· Recognise that disclosure is complex, negotiated and ongoing.
Slide 79
Title: What helped
· Appointed lived expertise facilitators and safety and wellbeing officers.
· Set clear boundaries around disclosure and created a safe space to reflect
· Established "working together agreements" to clarify roles and provide transparency about decision-making power.
Slide 80
Title: Final lessons
· Genuine co-design takes time.
· Flexible and accessible communication channels are essential, especially when things change.
· Researching sensitive topics safely requires constant reflection and adaptability.
Slide 81
Title: Important messages for policy, practice and community
· Children and young people with disability are victim-survivors in their own right.
· Their voices must be heard and centered in research, policy and services.
· Co-designed research is essential to creating solutions that work in practice.
· To learn more, visit: Safety Beyond Barriers Project
Slide 82
Title: How to engage with our Research Team
· Dr Liz Hudson, Project Co-lead, CYDA Head of Policy and Research: lizhudson@cyda.org.au
· Dr Tess Altman, Project Co-lead, CYDA Policy and Research Lead: tessaltman@cyda.org.au
· Madeleine Gay, Project Support, CYDA Acting Policy and Research Lead: madeleinegay@cyda.org.au
Slide 83
Title: Sometimes I'm too safe. Exploring the dignity of risk with adults with intellectual disability
Team names:
Rhonda Faragher, Jan Lloyd, Karen Nankervis, Mitch Toohey, Ruth Faragher
Additional research staff:
Claire Mitchell, Alana Pettigrew, Callum Scanlon, Rachel Aberdein
Partners:
Darryl Steff (DSA), Sarah Bone & Claire Robinson (DSIDQ)
Simone Johnston (QDH)
Slide 84
Title: Acknowledgement
In the past, research was done ON people with disability without their consent.
We acknowledge poor practice of the past and remember those who suffered as a result.
We strive to make all research we do to be WITH and BY people with intellectual and developmental disabilities.
A black-and-white historical photograph of a large institutional building appears on the right-hand side.
Slide 85
Title: The challenge or the opportunity
· Lots of people care about keeping people with intellectual disability safe.
Sometimes people can be too safe:
· They might not be allowed to take risks
· They might not be allowed to make mistakes
· They might not have the chance to learn from life experience
People with intellectual disability want to:
· Make choices
· Try new things
· We want to find out how to balance safety with autonomy.
Slide 86
Title: What we did
· We planned a research study
· We will interview people with intellectual disability.
· We wrote interview questions.
· We tried out our questions in trial interviews.
· We recorded our interviews.
· We changed our questions lots of times.
· We used the questions to make a survey for parents and support workers.
Two photographs show people taking part in interview activities.
Slide 87
Title: What we are learning - five key ideas
· Co-design makes research better
Doing inclusive research takes:
· Time
· Training
· Ongoing support
· Participants with intellectual disability like being interviewed by researchers with intellectual disability
· In person interviews were better than online interviews
· University systems, like pay and HR, need to be more accessible
Slide 88
Title: What helped
· NRDP funding
· Employing a team of people with intellectual disability
· Funding time for staff with research qualifications to be active at all stages - NDRP funding + UQ in-kind support
· Supportive administrative environment - also willing to improve
· Partners
Slide 89
Title: Final lessons
· Inclusive research is a collaboration.
· Different researchers bring different expertise.
· Not everyone does everything
· Funding development of research proposals = better research


Slide 90
Title: How to engage with our Research Team
Email:
· dsrp@uq.edu.au
· r.faragher@uq.edu.au
Slide 91
Title: Zoom Room 2
A transition slide for this part of the team showcase.
Slide 92
Title: Hidden in plain sight: Culturally responsive continence care for First Nations women with disability
Project lead: Jody Barney
Lead organisation: Deaf Indigenous Community Consultancy
In partnership with: The University of Melbourne and Continence Nurses Australia
A silhouette portrait against a sunset appears on the left-hand side.
Video including captions
Slide 93
Title: Co-designing research to build regional capacity for culturally safe access to supports and services for people with disability from refugee communities
Angela Dew, Kim Robinson, Andrew Brown, Kaye Graves, Sarah Tarquinio, Nido Taveesupmai, Zahir Azimi, Stephanie Flynn, Tamara Davis, Amanda Shearson, Si Blut Soe, Paw Htoo May, Cherry Sein, Masooma Mohammad, Sadia Sadia, Fatima Seyedi


Slide 94
Title: The opportunity and the challenge
· Increasing numbers of people with disability from refugee backgrounds settling in Australia.
· People need culturally safe access to disability and other services.
· Multiple interacting systemic factors create cultural safety challenges.
· Co-design action research to improve cultural safety.
The slide includes original artwork by Karen artist Ta Na Moo and Afghan Hazara artist Sakineh Mohammadi.
Slide 95
Title: What we did
· Participatory co-design and systems thinking approaches
· Across three cultural groups and languages
· Three action research rounds: advisory group input - individual interviews - co-design group
The slide includes original artwork by Afghan Hazara artist Sakineh Mohammadi and Karen artist Ta Na Moo.
Slide 96
Title: What are we learning
· Value of working across three languages and cultural groups
· Navigating challenges of working across three languages and cultural groups
· Interconnections between issues
A multicoloured systems map on the right shows interconnected issues and relationships.


Slide 97
Title: What helped
· Built on previous BCHS research
· Engagement with Karen and Hazara community members at all stages
· Allowing time
· Everyone learnt and everyone contributed
Slide 98
Title: Final lessons
· Bi-cultural / peer workers: considering how to support their key roles in systems while providing key support to avoid burnout
· Practising strategies in real time (for example, putting languages side by side in systems maps)
· Value of multiple forms of communication in practice
Slide 99
Title: How to engage with our Research Team
· Email: angela.dew@deakin.edu.au; andrew.brown@deakin.edu.au; kim.robinson@deakin.edu.au
Slide 100
Title: Barriers within Bars
A/Prof Sheelagh Daniels-Mayes (University of Melbourne)
Dr Aunty Roslyn Sackley (AccessAble Braille Enterprises)
Dr Sharon Kerr (University of Melbourne)
Mr Eyayu Kasseye Bayu ( PhD Candidate University of Melbourne)


Slide 101
Title: The challenge
· The system is failing Indigenous people with disability at every stage of the justice system. “Disability is often unrecognised, misunderstood or punished, and prison environments are not designed to meet the needs of people with disability.”
Key challenges:
· Indigenous perspective of disability →disability often undiagnosed or supported
· Disability misrecognition → criminalisation rather than support
· High and increasing remand rates
· Culturally unsafe prison healthcare
· Communication barriers affecting safety and justice
· Fragmented reintegration supports
· Almost no research at the intersection of Indigeneity + disability (only 18 studies mapped)
Slide 102
Title: What we did
We began a national conversation and produced the first consolidated evidence synthesis at this intersection.
Activities:
· Rapid evidence review (177 studies mapped)
· Three co-design focus groups
· Individual interviews with ATSILS and VALS
· Lived experience validation of emerging themes
· Accessibility embedded: Easy English, alternative formats, Braille production
The project was led by Indigenous researchers with disability… ensuring cultural authority, disability knowledge and lived experience guided every stage of the work.
Slide 103
Title: Final lessons
· We already know what needs to change — but evidence isn’t being acted on. “The problem is not a lack of research but a lack of implementation.”
· Royal Commissions and inquiries repeat the same findings, yet disability‑related behaviours continue to be punished rather than supported.
· Future research must extend beyond prisons to the full justice pathway — including child protection, out‑of‑home care, school exclusion and early policing.
· A lifespan approach is essential: early system contact sets up predictable pathways into youth justice and adult custody.
· Indigenous disability leadership must drive the next phase to ensure evidence leads to action, not another cycle of ignored recommendations.
Slide 104
Title: How to engage with our Research Team
· Email:Sharon.kerr@unimelb.edu.au
· 0487104391
Slide 105
Title: Evidence to action - Cross cutting reflections
Facilitator: Mayer Sayers
The lower half of the slide includes the NDRP brand sweeping lines.
Slide 106
Title: Evidence to action - What worked well and lessons learned
Panel: Josie Clarke, Tess Bright and Bella White
Facilitator: Mayer Sayers
The lower half of the slide includes the NDRP brand sweeping lines.
Slide 107
Title: Final takeaway
What is one idea or message you want to keep from today?
· Write it in the chat
· One word or short phrase is great
An illustration of a person thinking appears on the right-hand side.
Slide 108
Title: How to engage with the NDRP
Email: info@ndrp.org.au
Phone: 03 9000 3813
SMS only number: 0485 931 168
Subscribe to our newsletter at www.ndrp.org.au for updates
Follow us on Facebook and LinkedIn
The slide includes email, phone, newsletter, Facebook and LinkedIn icons, and a photograph of a person sitting outdoors with a dog.
END
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