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Summary of Participant Panel Meeting on 24 June 2026
The meeting opened with an Executive Leadership Team update on Genomics England’s priorities. The Panel heard that Baroness Nicola Blackwood is stepping down as Chair of the Genomics England Board at the end of 2026. Recruitment for a successor was underway, and this process will include Panel input. The update also covered the transition of clinical whole genome sequencing to NHS sites and discussed the importance of maintaining public trust following the UK Biobank data breach through strong information governance, transparency and clear communication.
The updated Terms of Reference for the Panel were ratified. The Panel discussed how its impact could be better recorded and demonstrated, emphasising the need to show where member input has influenced decisions, programme design and ways of working. 
The Panel discussed work to strengthen participant management across Genomics England research programmes. Members welcomed aims to create more consistent systems, enable ongoing participant relationships, improve communications and simplify consent and withdrawal. They highlighted the need for plain-language information, clear signposting, opportunities for participants to revisit consent and careful management of expectations, particularly if someone may be contacted many years after joining a programme or where no diagnosis or findings are available.
The Adults Programme team shared emerging findings from the Genomics, Healthcare and You engagement programme. Discussion focused on public trust, data stewardship, consent, and the need for accessible, inclusive study materials. Members emphasised transparency about how genomic and health data may be used, how uncertainty will be explained and how participants will stay engaged as the study develops.
Panel representatives shared updates from Genomics England committees, working groups and national and regional involvement networks. The Panel heard about work in the South East Genomic Medicine Service to improve the return of results, and Communications and Engagement Working Group activity on diagnostic discovery stories and engagement with rare condition groups and charities. 
The Generation Study team updated the Panel on plans to complete recruitment in March 2027. The Panel heard about completion planning principles, including the importance of clear information to prospective participants and recruiting sites. Members raised questions about sample and data re-use, re-consent and ongoing communication. An update on the planned engagement projects and new communications materials to support inclusive participation was also shared.
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