Framework for consumer

engagement in health
technology assessment (HTA)
May 2026
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Dementia Australia is the peak body representing the estimated 446,500 people living with
dementia and their carers across Australia. Dementia prevalence in Australia is set to increase
to more than a million people by 2065.[1, 2]

Dementia is the leading cause of death for all Australians, as well as a leading contributor to
disease burden.[3]

Our policy and advocacy work is informed by people living with dementia and current/former
carers through the Dementia Advocates program.

We have previously contributed to HTA reforms, including submissions connected to the HTA
Policy and Methods Review and to the Co-Design Project: Enhanced Consumer Engagement
Process.

Introduction

We strongly support the intent of the draft framework to improve consumer engagement in
HTA through guiding principles and practical focus areas.

We also support the framework’s emphasis on making engagement clearer across the HTA
lifecycle from early stages through to decision-making and outcomes, as well as including
clearer pathways for participation and feedback loops on how consumer perspectives are
used.

Key recommendations

While the framework is strong on general accessibility and inclusion, we recommend
strengthening the following areas to ensure it delivers meaningful participation for people with
cognitive impairment, including people living with dementia.


https://www.dementia.org.au/get-involved/dementia-advocates-program

e Explicitly describe what “accessible participation” means for people with cognitive
impairment (e.g., reducing complexity and processing burden; flexible timeframes;
supported formats and multiple ways to participate).

e We recommend consulting directly with people with lived experience of dementia and
caring and using established tools to support meaningful consultation. Half the Story is
a practical guide to meaningful consultation with people living with dementia, families
and carers and is available here.

e We recommend the framework explicitly reference supported decision-making to enable
people with cognitive impairment can participate meaningfully in HTA engagement
activities. This aligns with Dementia Australia’s supported decision-making position:
making decisions with rather than for the person, tailoring support, and using substitute
decision-making only where necessary.

e The draft framework highlights the importance of engaging priority populations and
enabling accessible participation. However, feedback from people with living
experience, noted that it isn’t always clear how consumers are identified/selected for
different engagement activities (e.g., committee membership, consultations, co-design).
We recommend adding transparency about selection approaches to ensure diverse
participation.

Conclusion

Dementia Australia supports the draft Framework for Consumer Engagement in HTA and its
overall direction. We encourage the Department to strengthen the framework by explicitly
addressing cognitive accessibility, embedding supported decision-making as a default
engagement approach, and transparent selection processes.

We welcome the opportunity for further consultation.
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https://www.dementiafriendly.org.au/sites/default/files/2022-10/Half-the-story.pdf.
https://www.dementia.org.au/sites/default/files/2024-02/Position-Statement-September-2022-Supported-decision-making-policy-position-statement.pdf
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