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Plain text for NDRP slides – Evidence to Action 
Let’s Talk About Disability Data
Slide 1
Title: Evidence to Action: Let’s Talk About Disability Data
25 May 2026
The lower right-hand side of the slide includes the NDRP logo and the lower half of the slide includes a multi coloured NDRP brand with 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: Agenda
· Welcome and framing - setting the scene
· Case Study 1: Building better data through partnership
· Disability data in the system
· Break 10 mins
· Case Study 2: Designing data with community 
· Closing and next steps 

Slide 4
Title: Slide: Questions
· What decisions is this data shaping?
· Who benefits or misses out because of how data is collected?
· What happens when important things are invisible in the data?
· What does better look like?
Slide 5
Title: CYDA’s Key Statistics Report – A Transparent and Accessible Approach
CYDA’s Key Statistics Report: A Transparent and Accessible Approach 
Presentation for NDRP Evidence to Action 
Let’s Talk Disability Data, 25 May 2026
Tess Altman, Stef Dimov, and Caitlin Blanch 
Slide 6
Title: Why did we need this report?
· Accessible one-stop-shop across 10 key topics
· Credible resource for most up-to-date information 
Slide 7
Simple idea became bigger mission
· Make disability data accessible
· Make it reflect the lived experience of the disability community 

Slide 8
Title: Key principles
· Use strengths-based language
· Follow the social and cultural models of disability
· Reflect diversity and intersectionality
· Be accessible
Slide 9
Title: Key challenges
· Disability data is not collected or presented in strengths based language
· Prevalence of medical model in definitions
· Data does not reflect diversity or intersectionality 
· Data is not accessible 
Slide 10
Title: What we did differently
· Openly acknowledging challenges
· Workshopping challenges with lived experience staff/reviewers
· Glossary providing context
· Strengths based examples
· Highlighting intersectional data
· Highlighting missing data gaps
· Publicly accessible data
· Accessible formats
· Working in partnership 
Slide 11
Title: Let’s hear from Stef
What is on this slide
A transition slide introducing Stef. 
Slide 12
Video - Part 1 - questions 1, 3, and 4 (length 5:46) - https://youtu.be/OHCzvBzj9zw
Part - questions 9 and 12  (length 2:56) - https://youtu.be/7cwMNm7Rp2M
Slide 13
Title: A lived experience lens
· Lived experience reviewer role
· Lived experience matters because current data creates a narrative about us that isn't informed by us
· What makes data actually useful for us as disabled young people, is when it resonates with our lived experience
· Data needs to show our strengths and our capabilities as well as what we need
Slide 14
Title: What our approach offers 
Honesty and transparency about data not as neutral but constructed 
Pathway to disability community to be co-creators 
Slide 15
Video – Part 2 - questions 9 and 12  (length 2:56) - https://youtu.be/7cwMNm7Rp2M
 
Slide 16
Title: Key takeaways
· Need for partnership and collaboration involving lived experience 
· Call to action: be brave and reflexive as researchers
· Call to action: collect data in nuanced, responsive, and connective ways
Slide 17
Title: Thank you
Slide 18
Title: Further questions
Contact Dr Tess Altman, CYDA Policy and Research Coordinator at tessaltman@cyda.org.au
Slide 19
Title: National Disability Data Asset
Title slide for a presentation about the National Disability Data Asset (NDDA).
Logos appear for:
· National Disability Data Asset (NDDA)
· Australian Government Department of Health, Disability and Ageing
· Australian Bureau of Statistics (ABS)
· Australian Institute of Health and Welfare (AIHW)
There is a large NDDA graphic in blue and purple.
National Disability Data Asset
A slide deck to support stakeholder engagement
May 2026


Slide 20
Title: Contents
1. What is the National Disability Data Asset (NDDA)?
2. What is NDDA co-governance?
3. Applying co-governance: what it looks like in practice
4. How to apply for Person-Level Integrated Data Asset (PLIDA) data and what the access process looks like in practice
5. How to apply for National Health Data Hub (NHDH) data and what the access process looks like in practice
Slide 21
Title: What is the National Disability Data Asset?
A section title slide introducing the next part of the presentation. The National Disability Data Asset (NDDA) logo appears in the top right corner. Decorative green NDDA graphics appear on the left-hand side.
What is the National Disability Data Asset?
Slide 22
Title: What is the National Disability Data Asset (NDDA)?
The National Disability Data Asset (NDDA) is a commitment under Australia’s Disability Strategy 2021-31 that uses de-identified data from different government agencies to improve understanding of the experiences of people with disability across the systems and services they use in everyday life. 
The NDDA also aims to improve data quality and quantity, and access to data about people with disability. The NDDA achieves this though:
· the development of disability flags 
· reporting outcomes under Australia’s Disability Strategy Outcomes Framework. 
Disability research projects are currently supported through the integrated data systems, the Personal Level Integrated Data Asset (PLIDA) and National Health Data Hub (NHDH). 
Slide 23
Title: What is the NDDA co-governance?
A section title slide introducing the next part of the presentation. The National Disability Data Asset (NDDA) logo appears in the top right corner. Decorative purple NDDA graphics appear on the left-hand side.
What is the NDDA co-governance?
Slide 24
Title: NDDA co-governance
This slide explains how the National Disability Data Asset (NDDA) is co-governed. It describes the role of the NDDA Council and the NDDA Charter in guiding how disability data is used.
The National Disability Data Asset (NDDA) is co-governed by Australian, state and territory governments together with the wider disability community through the NDDA Council, the NDDA Charter, and advisory panels.
· The NDDA Council consists of Australian, state and territory government members, disability community members and disability data experts
· The role of the NDDA Council is to make sure the NDDA is used appropriately and will meet community expectations.
· The NDDA Council makes recommendations to Disability Ministers on the strategic direction of the NDDA and how it is best used to improve outcomes for people with disability
· The Charter was written by members of the disability community and lists principles to guide use of the data and acceptable and unacceptable uses. 
· More information about the Charter can be found at  www.ndda.gov.au/about-ndda/guiding-principles


Slide 25
Title: Applying Co-Governance – What It Looks Like in Practice
A section title slide introducing the next part of the presentation. The National Disability Data Asset (NDDA) logo appears in the top right corner. Decorative blue NDDA graphics appear on the left-hand side.
Applying Co-Governance: What It Looks Like in Practice
Slide 26
Title: Disability-informed Ethical Oversight Panel
The Disability‑informed Ethical Oversight Panel (Panel) provides advice on NDDA project proposals. The Panel includes five non‑government members with expertise in disability, data, and strong connections to the disability community.
The Panel reviews projects to assess potential harm to people with disability and whether the project will benefit people with disability. It makes recommendations only. Final approval decisions are made by data custodians.
The Panel meets monthly and may meet on a fortnightly basis, depending on the volume of project proposals.
Slide 27
Title: Interim co-governance arrangements
On 5 March 2026, the Council agreed in-principle to the below NDDA project criteria. 
· All project proposals submitted to PLIDA and/or NHDH will be reviewed as part of the access request process. A project will be considered a NDDA project if it meets one or more of the following criteria:
· The project title, objective or scope explicitly mention a focus on disability
· The research questions explicitly mention a focus on understanding, improving or evaluating outcomes for people with disability.
· The data access request includes:
· NDDA disability flags; or 
· National Disability Insurance Scheme (NDIS) participant data to explicitly design a research cohort of people with disability.
Please note that NDDA project criteria may differ depending on a final decision by the NDDA Council. 
Slide 28
Title: How to apply for PLIDA data and the access process in practice
A section title slide introducing the next part of the presentation. The National Disability Data Asset (NDDA) logo appears in the top right corner. Decorative purple NDDA graphics appear on the left-hand side.
How to apply for PLIDA data and the access process in practice
Slide 29
Title: ABS DataLab access process
This slide outlines the step-by-step process for applying to access data through the Australian Bureau of Statistics (ABS) DataLab. It describes the stages from preparing a proposal through to active use of the data for research.
1. Preparing to apply
· Researchers discuss project with ABS
· ABS advises researchers of their onboarding requirements
· ABS provides initial cost guidance
Pink text box:
ABS flags co-governance requirements, where applicable
2. Researcher submits project proposal through myDATA
· Researchers provide details on project scope, aims and objectives
Pink text box:
Researchers select data requirements, including disability flags, where applicable
3. ABS reviews proposal
· ABS ‘Safe Project’ review
· Five Safes Assessment
· Determines milestones and costs
Pink text box:
ABS reviews proposal and notifies researcher of co-governance requirements, if applicable
4. Quote generated
· ABS develops and sends quote
· Project lead accepts quote
· Invoice issued and paid
5. Relevant oversight and approval arrangements
· Co-governance arrangements
· ABS delegate approvals
· Data custodian approvals
Pink text box:
Where co-governance is required, this is sought prior to data ABS delegate or data custodian approvals. Additional information will be sought from researchers to support this process.
6. Researcher onboarding and setup
· Safe data training
· Undertakings signed
Pink text box:
Disability Charter will be provided to all researchers on relevant projects
7. Access Granted
· Datasets provisioned as approvals are received
· Analysts can access once all onboarding requirements are met
8. Active project
· Analysis commences
· All output is vetted to ensure alignment with approved project scope and confidentiality requirements
· ABS supports researchers throughout the project lifecycle


Slide 30
Title: How to apply for NHDH data and the access process in practice
A section title slide introducing the next part of the presentation. The National Disability Data Asset (NDDA) logo appears in the top right corner. Decorative blue NDDA graphics appear on the left-hand side.
How to apply for NHDH data and the access process in practice
Slide 31
Title: How to apply for NHDH data
· The National Health Data Hub (NHDH) provides approved researchers with secure access to de‑identified, linked health and welfare data for research and analysis.
· Researchers are encouraged to contact the NHDH team at AIHW for an initial discussion to confirm project suitability and the appropriate access pathway (NHDH@aihw.gov.au).
· Access is provided through an approved project proposal, which must demonstrate alignment with the approved purposes of the NHDH.
· Proposals are considered through a formal approvals process, which may include review by the AIHW Data Custodian, ethics review, and other data custodian approvals, depending on the project.
· Approved researchers complete onboarding and training and access data via a secure access environment.
· Further information, including workflows and requirements, is available at: https://www.aihw.gov.au/reports-data/nhdh/access
Slide 32
Title: Disability focused project approval flow chart (NHDH example)
This slide shows an example approval process for a disability-focused research project using the National Health Data Hub (NHDH). It outlines the different stages from early discussions through to project closure.

Feasibility Phase
· Initial discussion between researcher and AIHW
· The AIHW assesses the proposal and provides a quote
Application phase
· Project Proposal is reviewed by NHDH team
· AIHW assesses whether the project meets NDDA disability-focused criteria
· Researchers fill out additional NDDA specific information
· All ethical, technical and data specifications are finalised for submission to approvals governance bodies
NDDA Co-Governance Phase
· Project proposal is reviewed by the Panel
· The Panel makes a recommendation that the project is approved
Approvals Phase
· Project proposal is reviewed for compliance to the NHDH Governance Protocols
· Project is approved by relevant data custodians and NHDH Advisory Committee
Onboarding and Training
· Researcher accepts their quote, provides access forms and signs an s.29
· Researcher attends onboarding training
Secure Access Setup
· Project is created in a Secure Access Environment (SAE) and researcher is provide access to their project work space
Output Data Release
· User requests egress and third-party release and seeks approval to publicise data
Project Closure
· NHDH deactivates user account and data as per requirements


Slide 33
Title: What data is available
A section title slide introducing the next part of the presentation. The National Disability Data Asset (NDDA) logo appears in the top right corner. Decorative purple NDDA graphics appear on the left-hand side.
What data is available
Slide 34
Title: Data available in NHDH
This slide provides an overview of the types of datasets that may be available through the National Health Data Hub (NHDH). It shows a visual map of linked health, disability and welfare datasets connected through the NHDH.
Central dataset - NHDH
National coverage
· National Disability Insurance Scheme dataset 2013–2024
· National Death Index 1997–2024
· Australian Immunisation Register 2010–2023
States and territories shown:
· Hospital data 2010–2024 NSW, Vic, Qld, SA, ACT, Tas
Sub-datasets:
· Admitted patients – Public – Private - States shown: Vic, Qld, ACT
· Non-admitted patients 2010–2024
· Emergency department 2010–2024
Aged Care Services data
· 1997–2024 National coverage

Australian Cancer Database (ACD)
· 1 January 1982 to 2021 
· States and territories shown: NSW, WA, Qld, ACT
National Cancer Screening Register (NCSR)
· 2002–2024 National coverage 
Sub-datasets:
· Bowel 1 July 2006 – 30 May 2024
· Cervical 1 July 1996 – 30 May 2024
Pharmaceutical Benefits Scheme (including Repatriation)
· 2002–2024 National coverage
Medicare Benefits Schedule
· 2002–2024 National coverage
Demography data
· Most recent All de-identified individuals
Australian and New Zealand Intensive Care Society
· 1997–2024 National coverage
Access for all approved projects
Access based on approvals
For more detailed information go to: Data & data items - Australian Institute of Health and Welfare


Slide 35
Title: PLIDA Modular Product Datasets
This slide shows examples of datasets available through the Person-Level Integrated Data Asset (PLIDA) Modular Product (PMP). The diagram groups datasets into key topic areas, showing how different kinds of administrative and survey data can be linked for research.
The slide includes topic areas:
• families and households
• social support
• income and taxation
• education
• health
• disability
• migration
• core population datasets
The Person-Level Integrated Data Asset (PLIDA) brings together data from many government systems to support linked, population-level research. Researchers may be able to combine information across areas such as health, disability, education, income, migration and social support to better understand outcomes and experiences.
Examples of data available through PLIDA
Core population datasets
These datasets support population-level linkage and include:
• Census of Population and Housing
• Australian Census Longitudinal Dataset
• Birth Registrations
• Death Registrations
Disability-related datasets
Examples include:
• National Disability Insurance Scheme (NDIS) data
• Survey of Disability, Ageing and Carers (SDAC)
Health datasets
Examples include:
• Australian Immunisation Register
• National Health Survey
• Pharmaceutical Benefits Scheme (PBS)
• Medicare Consumer Directory
• Patient Experience Survey
• National Aged Care Data
• Medicare Benefits Schedule (MBS)
• National Study of Mental Health and Wellbeing
Education datasets
Examples include:
• Australian Early Development Census
• Higher Education data
• Apprentice and Trainee data
• Vocational Education and Training (VET) activity
Income and taxation datasets
Examples include:
• Income Tax Return data
• Single Touch Payroll
• Payment Summaries
• Australian Taxation Office (ATO) Client Register
• ABS Derived Income
• Superannuation Accounts Extract
• Business Ownership information
Social support datasets
Examples include:
• DOMINO Centrelink Administrative Data
• Data Exchange datasets
Migration datasets
Examples include:
• Visa Applications and Grants
• Adult Migrant English Program
• Travellers data
• Settlements Database
• Migrant and Traveller Demographics
Important note
Not all datasets will be available for every project. Access depends on:
• project purpose and approvals
• data custodian requirements
• governance and privacy arrangements
Researchers can view more detailed information through the Australian Bureau of Statistics (ABS) Data Item List.
Slide 36
Break time
Time for a 10-minute break!
✔ Stretch
✔ Grab a drink
✔ Rest your eyes
We will start again soon.
Slide 37
Title: Building better data through partnership: Voice of Queenslanders with Disability
Presenters
Dr Kelsey Chapman, Griffith University
Michelle Moss, Queenslanders with Disability Network
Title slide introducing the presentation and presenters.
Slide 38
Title: Acknowledgment of Country
Text: Griffith University acknowledges the people who are the traditional custodians of the land. We pay respect to the Elders, past and present, and extend that respect to all Aboriginal and Torres Strait Islander peoples.
Acknowledgement slide with Griffith University branding.
Slide 39 
Title: Genuine Partnership
Slide text: Voice of Queenslanders with Disability is co-designed by community and researchers as equal partners.
Co-design and citizen science sit at the heart of this work.
Genuine partnership between Queenslanders with Disability Network (QDN), Griffith University and Queensland Government.
Slide 40
Title: Why this work?
The problem
· Mainstream data misses lived experience
· No regular, community-owned way to be heard at scale
· Wide evidence gaps, in a time of major disability reform
What we set out to answer
· What life is like for Queenslanders with disability?
· How is life changing?
· What governments and services need to act on?
Anchored in the Queensland Disability Plan
· Employment & Financial Security
· Inclusive Homes & Communities
· Safety, Rights & Justice
· Personal & Community Supports
· Education & Learning
· Health & Wellbeing
· Community Attitudes
Image of hands on table at a meeting.
Slide 41
Title: How we designed the work
Repeated cross-sectional, annual
· Same questions, similar time each year
· Trends emerge over time
· New group each year (protects privacy; tracks trends, not individuals)
Co-designed every cycle
· People with disability shape questions, language, modes and reporting
· Decisions made jointly by QDN, Griffith citizen scientists
Citizen scientists
· Paid Queenslanders with disability, 40+ across the four cycles
· Lived expertise drives sense-making
Image of smiling person
Slide 42
Title: Accessibility and participation
Many ways to take part
· Online (with or without support), phone calls with a person, paper versions, and an abridged (shorter) version
· Plain language across all materials
· Reaching more than 2,500 participants reached across four waves.
Reaching people often left out
· 20% of participants living in residential service settings
· 5.4% used Auslan as their main form of communication
· 29.9% had household incomes under $25,000 and nearly 50% had household incomes less than $50,000
Image of a person using a manual chair. 
Slide 43
Title: What is improving (2023–2025)
80.3% feel other people treat them well
80.2% feel welcomed and included in their community (up from 64% in 2024)
83.4% have access to a good GP (up from 77%)
48.9% report improved access to paid support
Slide 44
Title: What is getting worse (2023–2025)
38.5% feel the lives of Queenslanders with disability are getting worse
33.2% say their own life is worse than last year
32.6% say they have a good job (down from 56% in 2023)
47.5% have enough money to live well
52.6% can do training when they want
16.8% believe employers in Queensland put people with disability in leadership roles.
37.8% can get extra support if they need it
Slide 45
Title: The story behind the numbers
· People with disability feel tired from administration
· ‘Reasonable adjustments’ remain optional in practice, not required
· Cost-of-living pressure compounds disability-related costs
· Inclusion gains often depend on individual goodwill, not system change
Participant, 2025 quote
“I have a master’s degree in social work that cost me $54,000 and I cannot get a job anywhere. I live below the poverty line.”
Image of a person with long hair, glasses with a dog
Slide 45
Title: Strengths
Slide text
· Co-designed every cycle, not just at the start
· Paid lived experience roles in design, collection and analysis
· Multiple ways to take part (online, phone, paper, abridged)
· Trends over time, anchored in the Queensland Disability Plan
· Community-owned and trusted
· Deliberate effort to reach people often missed
Image of a man in a wheelchair with a pug dog on his lap looking at a laptop. 
Slide 46
Title: Limitations
Slide text
· Cross-sectional design tracks trends, not individuals
· Voluntary, self-selected sample
· Sub-group analyses limited by sample size and privacy in small communities
· Reach still depends on networks; people outside networks remain hard to reach
· Annual cycle is resource-intensive
Image of long hair person on a beach holding a surf board under their arm, with palm trees in the background.
Slide 47
Title: Reflections
Slide text
· Push and innovate for maximum accessibility and inclusion
· One accessibility change does not always work well for everyone; design with that tension in mind
· Paid lived experience is non-negotiable, not a ‘nice to have’
· Community ownership builds trust, lifts reach and lifts honesty
· People with disability are tired of being engaged and asked to share, while seeing limited change
· Keep showing up: trust compounds across cycles, and so does the obligation to act
Purple text box reads: The three-pronged partnership matters: government, peak body and research institution each bring different strengths, and cover the others’ capacity
Graphic of person using white cane with a dog standing on the purple text box.
Slide 48
Title: Thank you
Voice of Queenslanders with Disability
Slide text
With thanks to the 40+ citizen scientists and all who shared their voices.
Dark blue background with whit text.
Slide 49
Title: How to engage with the NDRP 
Decorative icons and text reads:
· 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
END
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