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Summary of Participant Panel Meeting on 25 March 2026
The meeting opened with an update from the Chief Executive and Chief Ethics and Engagement Officer on Genomics England’s strategic priorities. The Panel heard how Government plans for health and life sciences position genomics as a central part of future healthcare and reflected on commitments to the Generation Study, the planned Adults research study and continued expansion of the National Genomic Research Library. Discussion turned to plans to strengthen Genomics England’s approach to sustaining its relationship with participants over time during which Panel members emphasised the importance of clear communications. A future session will be arranged to explore this in more detail. 
The Generation Study team provided an update on how conditions are selected and reviewed for inclusion in the Study. The Panel heard that changes to the condition list are driven by new scientific evidence, advances in treatment, technical considerations and findings emerging from the Study itself. An update was also provided on work to improve equitable participation in the Study, including analysis showing lower participation among some groups. The team outlined a range of interventions to improve representation, including targeted funding, community engagement activities and the development of new recruitment resources. Panel members discussed the importance of maintaining strong relationships with patient organisations and ensuring equitable access to interventions across the NHS. 
The Panel took part in a workshop on developing patient and public involvement and engagement principles for researchers using data in the National Genomic Research Library. Drawing on existing national standards, Panel members identified key priorities including creating a culture of involvement and engagement, effective communication, equity, diversity and inclusion, and meaningful engagement. Members highlighted the importance of involving patients and the public from the earliest stages of research, maintaining two-way dialogue and ensuring practical support is available to make involvement accessible and meaningful. The outputs from the session will be used to inform future workshops with researchers. 
Panel representatives shared updates from Genomics England committees, working groups and external patient and public involvement networks. The Communications and Engagement Working Group also shared plans for celebrating the Participant Panel’s 10-year anniversary, including events, digital content and activity at the Genomics England Research Summit. 
An update was provided on the transition to a new cloud-based Research Environment. The Panel heard about plans to modernise the platform supporting research access to the National Genomic Research Library, with improvements focused on scalability, usability and security. Questions focused on data protection, vendor access and delivery timelines. The team explained that strict technical controls, security monitoring and contractual safeguards will be in place to protect participant data. The Panel also discussed how the new environment will support faster research and innovation in the future. 
The Adults Programme team shared progress on engagement activities supporting the design of the programme. The Panel heard how research and public dialogue have explored public attitudes towards genomics, healthcare and data use, with particular attention given to trust, consent and equitable participation. Members highlighted the importance of involving people with rare conditions, learning disabilities, rural communities and a broad range of healthcare professionals in future engagement activities. The discussion emphasised the need for accessible communication, inclusive study materials and ongoing engagement throughout the programme. The team confirmed that engagement will continue as the study develops and that feedback from the Panel will inform future work.
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