Key questions and answers from the chat (PPIE Webinar 15th Oct 2025)

· If there are recordings of previous talks, please can you share the link(s)?/Are the prior webinars available to watch?

https://arc-eoe.nihr.ac.uk/importance-public-involvement-research 

· How big was the PPI group?

The panel involved includes 27 members. Fourteen collaborated with us over the course of the project 

· How do you measure the impact?  How do you report about outcomes following PPI sessions? 

As illustrated by the presentation, impact from PPI can happen in many ways and it can be restraining to define the impact in advance. However, given the purpose of PPI, it might be important to at least focus on whether the PPI influenced the research and how. 

The co-designed PIRIT Framework is freely available and can be used as a tool to track impacts from the start of a project Public Involvement in Research Impact Toolkit (PIRIT) - Marie Curie Research Centre - Cardiff University 

It is also important to consider impact alongside whether the conditions were there for PPI to have impact. If PPI is initiated as a tick-box exercise with little openness for change from the researchers, it is futile to measure impact.

· At present, university policy and regulations are set up to focus on researchers with PPI very much an add-on to improve rigour.  How do you think we can make it easier for PPI member to become research collaborators?

The NIHR infrastructure organisations include the Biomedical Research Centres (BRCs) and the Applied Research Collaborations (ARCs). They all offer PPI opportunities and all research applications to the NIHR are judged on their PPI. While this might not address your first point around making PPI more integrated, it does mean that there are many opportunities for people to become involved. If the NIHR had more calls out for co-designed research, we would no doubt see more of this kind of research. 

· Did you find the evidence on if/how public involvement impact varies for different groups/populations - e.g. underserved groups, children and young people?

No, we don’t have anything in the review specifically on varying impacts across different groups and populations, other than patients/public, researchers, policymakers. We have a couple of the identities you mention represented in constituent parts of included reviews. I have included quotes below of the sections of our article that specifically name underserved or minoritised peoples: 
Across all four categories of PPIE impacts, some of the most commonly documented impacts relate to impacts “on academic researchers, improving their understanding of and collaboration with minoritised peoples and those typically excluded from research.” 

PPIE Impacts on research delivery

“These tied to improved informed consent [50, 64, 67, 68] and recruitment processes [51, 52, 67, 68], usually with higher recruitment numbers [66], higher “response rates” [66], success in “reaching seldom heard groups in research” [66], and more study participants coming from “specific…communities such as ethnic minorities” [59].” 

An excellent review specifically on minoritised peoples and impacts in PPIE is: Dawson, S., Campbell, S. M., Giles, S. J., Morris, R. L. & Cheraghi-Sohi, S. Black and minority ethnic group involvement in health and social care research : A systematic review. Health Expect. 2018;21:3–22. https://doi.org/10.1111/hex.12597.63. 

Others that touch on children include: Halvorsrud, K., Kucharska, J., Adlington, K., Rüdell, K., Hajdukova, E. B., Nazroo, J., Haarmans, M., Rhodes, J., & Bhui, K. (2019). Identifying evidence of effectiveness in the co-creation of research : a systematic review and meta-analysis of the international healthcare literature. Journal of Public Health, 43(1), 197–208. https://doi.org/10.1093/pubmed/fdz126

Brett, J. et al. The PIRICOM Study : A Systematic Review of the Conceptualisation, Measurement, Impact and Outcomes of Patients and Public Involvement in Health and Social Care Research. University of War- wick. 2010. https://www.ukcrc.org/wp-content/uploads/2014/03/Piricom+Review+Final+2010.pdf 

A finding from your report identified challenges faced by researchers re: PPIE, one being funding and time constraints. With there being more grants for pre-award PPIE (e.g. MRC), and PPIE being mandatory in funding applications (which is assessed by Public Reviewers particularly in NIHR). Through your research, what do you feel could be done to increase funding and protected time/capacity for researchers? What actions can Public Contributors, PPIE professionals, and researchers take to encourage/call for/put pressure on funders to increase ringfenced PPIE funds

We need clear guidance from funders around the minimal funds required for PPIE as well as guidelines grounded in PPIE evidence (generated by public contributors, researchers and PPIE facilitators). We also need buy-in from chief investigators to budget adequately for PPIE within the research programme grants that they lead. PPIE needs to be demarcated as separate (even if crucial to) Research Inclusion.

· Was there any info on trauma informed PPI?

There was one article in the review that touched on trauma through the experience of lived experience researchers, though this isn’t necessarily “trauma-informed PPI”: 

Gupta, V., Eames, C., Golding, L., Greenhill, B., Qi, R., Allan, S., Bryant, A., & Fisher, P. (2023). Understanding the identity of lived experience researchers and providers: a conceptual framework and systematic narrative review. In Research Involvement and Engagement (Vol. 9, Issue 1). BioMed Central Ltd. https://doi.org/10.1186/s40900-023-00439-0

It’s possible that the search parameters may have inadvertently excluded work on trauma-informed PPI. For example, articles that argue/advocate for the need for trauma informed work to enhance the impact of PPI are typically not articles covering the impact of PPI - see below for example: 
https://link.springer.com/article/10.1186/s12913-017-2463-1 

· Papers/resources/articles/contacts shared in the webinar chat:

Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall C, Suleman R. Mapping the impact of patient and public involvement on health and social care research: a systematic review. Health Expect. 2014 Oct;17(5):637-50. doi: 10.1111/j.1369-7625.2012.00795.x https://pmc.ncbi.nlm.nih.gov/articles/PMC5060910/

Brett, J., Staniszewska, S., Mockford, C. et al. A Systematic Review of the Impact of Patient and Public Involvement on Service Users, Researchers and Communities. Patient 7, 387–395 (2014). https://doi.org/10.1007/s40271-014-0065-0

Crocker, J.C., Boylan, A.-M., Bostock, J. and Locock, L. (2017), Is it worth it? Patient and public views on the impact of their involvement in health research and its assessment: a UK-based qualitative interview study. Health Expect, 20: 519-528. https://doi.org/10.1111/hex.12479

Lammons, W., Buffardi, A.L. & Marks, D. Measuring impacts of patient and public involvement and engagement (PPIE): a narrative review synthesis of review evidence. Res Involv Engagem 11, 76 (2025). https://doi.org/10.1186/s40900-025-00748-6 

Staniszewska, S., Adebajo, A., Barber, R., Beresford, P., Brady, L.M., Brett, J., Elliott, J., Evans, D., Haywood, K.L., Jones, D., Mockford, C., Nettle, M., Rose, D. and Williamson, T. (2011). Developing the evidence base of patient and public involvement in research: the case for measuring impact. International Journal of Consumer Studies, 35, 6:628-632. https://doi.org/10.1111/j.1470-6431.2011.01020.x 

Brady, L.-M. and Preston, J. (2020). How do we know what works? Evaluating data on the extent and impact of young people’s involvement in English health research. Research for All, 4 (2), 194–206. Online. https://doi.org/10.14324/RFA.04.2.05 
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