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Background

Results

Approximately 45% of dementia is linked to
14 modifiable risk factors (2024 Lancet
Commission).

Digital dementia risk calculators and artificial
intelligence (Al) are increasingly used to
support prevention and early risk
communication.

Many prediction models exist, though these
tools have largely been developed without
community input.

Community views on design, use and ethical
acceptability are critical to responsible,
equitable implementation.

STUDY AIM: Examine community
perceptions of digital dementia risk
calculators and Al-enabled prediction.

Qualitative co-design study with diverse
stakeholders across metropolitan Perth, WA.

Participants were recruited via StepUp for
Dementia Research, consumer and
community groups (Dementia Australia and
Curin Involve) and social media.

Eleven co-design working groups and two
Interviews.

Communities included lower socio-economic
settings and four culturally and linguistically
diverse (CALD) participants.

Sessions explored views on digital risk
calculators, Al-enabled prediction, data
sharing and privacy.

Audio-recorded and transcribed verbatim.

Analysed using reflexive thematic analysis.
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Risk Information Must Be
Accurate and Meaningful

Participants questioned whether a single risk score could
adequately reflect the complexity of dementia risk and
emphasised transparency about what is—and is not—

o . |, “alue of Knowing Risk e
\ /
’ Participants viewed dementia risk information as
— valuable when it increased awareness, encouraged
prevention, and helped guide lifestyle change. However,

the information needed to be meaningful and
accompanied by appropriate feedback.

included.
€€ “Ican'tsee why not? Would you be given the feedback as well?” €€ “Where does genetics come into this?”
€€ “Knowing risk and motivation to change behaviour €€  “Shift work impacts on sleep.”
(with appropriate knowledge/guidance).”
€€ I think it's important that feedback is provided... 66 “Even if we don't include them all, I think we have to

include them because they're risk factors.”

particularly to those who want it.”
Themes

Trust, Privacy and
Clinical Support Are Essential

Acceptance depended on strong privacy protections,

@ transparent data governance, and clinical oversight.
Participants wanted trusted health professionals to
support interpretation and follow-up.

Design for Action, Not Anxiety

Participants preferred a simple, accessible and
prevention-focused tool that provided personalised
guidance and clear next steps rather than simply
communicating risk.

€€ “Specifying anonymity I'd say.” €€ “Afairly simple summary would be really good.”

€€ “Ensure not to just tell people they’re ‘high-risk’

€ “They want to know that it's been deidentified.” ;
without further support.”

€€ ‘I would expect that would be part of the regular

“If you’ d, where to go? Y Id h
follow up that the clinician would be doing.” €€ “If you're concerned, where to go? You could have

the Dementia Australia Helpline number.”

Conclusion & Future Directions

Community members
expressed cautious openness
toward digital dementia risk
assessment and the use of Al,
contingent on trustworthy
design, ethical governance
and appropriate clinical
integration. These findings
guide the development of
acceptable digital prevention
tools aligned with public
values and health-system
realities.
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