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Summary of Participant Panel Meeting on 11 December 2025
The meeting opened with an overview from the Chief Ethics and Engagement Officer who outlined her role in leading ethics, engagement, communications, equity and assurance. The Panel emphasised the importance of clear, regular updates about ongoing efforts for diagnosis, particularly for 100,000 Genomes Project participants, and suggested exploring alternative ways to reach participants when direct contact is not possible.
The Generation Study team provided an update on the progress of the Study, including the recruitment of participants and the focus on reaching underrepresented groups.  The Panel advised that any future communication with Generation Study participants must be accessible and available in multiple languages. User research with parent participants has already been undertaken to shape the format and content of future communications. The Panel discussed recent changes to the condition list for the Study. The Study team explained that some conditions or gene variants are removed or added in response to emerging evidence or new research, internal technical work and live data from the Study.  
The Panel then took part in a session with the Ethics Advisory Committee Chair, exploring how ethical expertise is defined and how Genomics England can best support people to act and think ethically. In the opening presentation, different approaches to bioethics were outlined as an introduction to three parallel workshop discussions on ethical expertise, ethical guidance and trustworthiness. Panel members reflected on the importance of lived experience within ethical discussions, the need for transparency and accountability, and the role of open, peer‑led conversations in building an ethical culture. There was also a broader discussion about what makes Genomics England trustworthy and how trust can be strengthened through communication, visible research benefits, and engagement with diverse communities.
An overview of the annual Research Project Audit was presented, highlighting the distribution of research projects, recent outputs, and the translational impact. The audit assesses project progress, outputs and the level of Patient and Public Involvement and Engagement (PPIE). The Panel discussed ways to strengthen PPIE in research happening in the National Genomic Research Library, this includes recognising excellent PPIE practice, supporting researchers with practical tools, and embedding engagement earlier in the research process. Genomics England and the Panel will work together to develop shared definitions and principles for PPIE in research using participants data.
Panel members also shared updates from their roles as members of other Genomics England committees and working groups as well as other national and regional groups, including the MHRA YellowCard Biobank, and NHS Genomic Medicine Service Alliance Patient and Public Voice Groups. These updates highlighted ongoing work to improve consent processes, support the design of Genomics England’s future adult population research study, and strengthen engagement with diverse communities.
The meeting discussed preparations for the Participant Panel’s 10-year anniversary in Spring 2026, including member contributions to a visual timeline and a video montage celebrating the Panel’s achievements. A reception will also take place in March. Activities marking this milestone will take place over several months to maintain a focus on this important occasion. 
Finally, the Chief Executive provided an update on organisational priorities, progress on the Rare Therapies and Cancer Vaccines Launch Pads, and the importance of strengthening the UK’s capability to deliver advanced therapies. 
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