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Background
Precision medicine introduces complex ethical, behavioural, and social challenges. Patient and public involvement and engagement (PPIE) is widely recommended, but public interest is assumed to be low, especially for scientific topics.
Objectives/Purpose
To examine who engages in PPIE when invited at scale, and why, by comparing registrants with non-registrants and exploring motivations and support needs.
Methods
A random subset of 1,240 members of a national representative population cohort were invited to join a precision/genome medicine advisory registry. Registrants completed an expression-of-interest survey capturing demographics, knowledge, motivations, topic interests, and support needs. Demographics of registrants (n=204) were compared with non-registrants (n=1,036). Qualitative responses were analysed thematically.
Results
Of 1,240 invitees, 204 (16%) registered for the advisory registry, demonstrating strong interest in PPIE. They were more likely to be male, Chinese, and have higher education. Most reported limited prior knowledge of genomics (73% basic/none) or prior experience with genetic testing (71%), yet high willingness to participate in meetings (95%), provide feedback (93%), and support outreach (79%). Interest was high across complex precision medicine topics, including cascade screening, polygenic risk scoring, and gene therapies. Qualitative analysis showed motivations driven by learning, contributing to public benefit, and shaping ethical and policy decisions. Participants identified needs for clear communication, accessible education, and structured support to participate meaningfully.
Conclusion
Contrary to assumptions of low public engagement, a substantial subgroup expressed willingness to engage in precision medicine governance, including highly technical topics. These findings suggest that scalable invitations can mobilise public participation, but inclusive strategies are needed to ensure representation and meaningful involvement.
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