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Background

• Only 44% of Australians with intellectual disability report being able to access preventive healthcare without difficulty, compared 

with 82% of people without disability.
• 38% of deaths among adults with intellectual disability in an Australian study were potentially avoidable, compared with 17%

in the general population.

• Preventive health planning can involve complex information, multiple decisions and several people across different sectors.

• Preventive health information and systems are often not designed for people with intellectual disability.

• People with intellectual disability and their supporters need health information that is accessible.

• People with intellectual disability need to be included in decisions that affect them.

How we co-designed Better Health Plans

Inside the Better Health Plans

Piloting the Better Health Plans

1. Qualitative 

fieldwork

Explored the concept of health 

action planning

Interviews included:

• 5 people with intellectual 

disability

• 18 family and paid 

supporters

• 4 health professionals

2. Co-design Sessions

Academic and lived experience 

researchers analysed the 

interviews to identify ideal 

features of health planning tools 

and processes.

Analysis guided co-design of the 

Better Health Plans & User 

Toolkits.

3. Lived Experience 

Review

The project Lived Experience 

Reference Group provided iterative 

feedback focusing on content, 

language, layout and usability.

The Lived Experience Reference 

Group includes 7 people with 

intellectual disability.

4. Refine for Pilot

Tools were revised over multiple 

rounds with the Lived Experience 

Reference Group.

Changes were made until the 

multidisciplinary project team 

and the Lived Experience 

Reference Group felt the tools 

were ready for pilot.

Guiding Design Principles:

1. Organisational Health Literacy

2. Supported Decision-Making

3. Person-Centred Care

4. Accessibility

5. Shared Responsibility

6. UNCRPD

We have created 5 Better Health Plans 

focusing on: 

• Cardiovascular & Respiratory Health

• Mental Health

• Cancer Screening

• Medication Reviews

• Immunisations

• The pilot will test the Better Health Plan and accompanying toolkits in real-world practice with people with intellectual disability, 

their supporters and health professionals.
• Participants will use the plan with their GP, complete follow-up activities over three months, and provide feedback on how useful,

accessible and practical the tools are.

• Findings will be used to refine the tools before broader implementation.

Cardiovascular + Respiratory Plan

For more information contact Maryann Barrington (maryann.barrington@unsw.edu.au) 

For each plan there is a 

toolkit for:

- People with

intellectual disability
- Health professionals

- Support networks

mailto:maryann.Barrington@unsw.edu.au
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