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Authors (Presenting author in bold) & Title Theme 

1 
Emma J Cockcroft, Kate Boddy, Kristin Liabo 

Why evaluating impact isn’t what’s important in patient collaboration 
Reflections on Involvement 

2 

Penny Vicary, Virginia Minogue, Mary Cooke   

The authenticity of the service user experience is the most important contribution. The value 
attached to the service user experience is more important than the monetary reward. Levels of 
reward and recognition create differences in value and power. 

Reflections on Involvement 

3 

Jess Zadik, Moira Lyons  

Volunteers, champions, ambassadors or advisers? – developing a shared language for 
engagement and involvement 

Reflections on Involvement 

4 
Peter Unwin 

Overstepping the Mark? Personal disclosure in user-led research 
Reflections on Involvement 

5 
Philip M Wallbridge, Peter Unwin   

Reasons and ideas for research by and with brain injury insiders 
Reflections on Involvement 

6 

Adrian Hawkins 

From PPI consultation to co-production? Identifying the barriers and facilitators to further 
development of PPI at the Sir Bobby Robson Cancer Trials Research Centre. A qualitative study 
exploring views and perceptions of research active consultant oncologists. 

Reflections on Involvement 



7 

Anita. L. Slade, Margaret E. O’Hara, David Quinn, Stephen Griffith, Deirdre.A. Lane 

Living with a left ventricular assist device: Patient Involvement is crucial in developing Patient 
Reported Outcome Measures 

Reflections on Involvement 

8 

Adedoyin Alao, Bryan Burford, Hugh Alberti, Susan Hrisos, Roger Barton, David Kennedy, Gillian 
Vance 

Reflections on patient involvement in a research project on medical education 

Reflections on Involvement 

9 

Faye Forsyth, Caroline Saunders, Anne Elmer, Shirlene Badger 

Involving children in clinical research – perspectives from the Cambridge NIHR Clinical Research 
Facility children’s non-executive research board 

Reflections on Involvement 

10 
Teresa Melody, Andrew Worrell, Catriona Frankling, Fang Gao Smith  

Challenges of PPI Involvement, Recruitment and Retention in an NIHR funded trial. 
Reflections on Involvement 

11 

Emmy Racine, Caroline Hurley, Aoife Cheung, Carol Sinnot, Karen Matvienko-Sikar, Christine 
Baumgartner, Nicolas Rodondi, William H. Smithson, Patricia M. Kearney 

Participants’ perspectives and preferences on clinical trial result dissemination: The TRUST 
Thyroid Trial experience 

Reflections on Involvement 

12 
Alys Griffiths  

Lessons learned from improving the quality of involvement: a case study of the EPIC trial 
Reflections on Involvement 

13 
Holly McGrath (Emmy Racine) 

Identifying effective recruitment strategies for patient and public involvement (PPI) in trials 
PPI Models & Methods 

  



14 

Maureen Godfrey 

Using a hub and spoke approach to patient and public involvement to enhance the quality of a 
trial. 

PPI Models & Methods 

15 

Mary Galvin, Emma Murphy, Caoimhe Hannigan,  Julie Doyle, Suzanne Smith, Sarah Bowman, 
Mary McCarron, Anne-Marie Brady, John Dinsmore 

ProACT: Fostering PPI within the design of digital health solutions for people with multimorbidity 

PPI Models & Methods 

16 
Nile Amos, Laura Elliot, Anna Jewell 

Patient and public involvement in pancreatic cancer research 
PPI Models & Methods 

17 
Lise Sproson 

The impact of true collaboration - from unmet need through to global availability 
PPI Models & Methods 

18 

Ben Hood, Sharon Sellers 

Utilising a PPI Group to Developing a Patient Resource for Early Phase Oncology Research 
Patients’ 

PPI Models & Methods 

19 

Elizabeth Li, James Glasbey, Margaret O'Hara, Saloni Mittal, Victor Rose, Sarah Square, Sharon 
Garner, Arlo Whitehouse, Mike Keighley, Thomas Pinkney 

Patient Involvement underpinning a project to develop a new innovation in the treatment of 
Fistula-in-ano 

PPI Models & Methods 

21 

Clare Burgon, Morag Whitworth, Rupinder Bajwa, Veronika van der Wardt, Sarah Goldberg, 
Rowan Harwood 

A protocol for a systematic review of apathy measures for older adults: Patient and Public 
Involvement in reviewing content validity 

PPI Models & Methods 



22 
Morag Whitworth, Rupinder Kaur Bajwa, Clare Burgon 

Patient and Public Involvement in Dementia, Frail Older People and Palliative care. 
PPI Models & Methods 

23 

Anna L. Brütt, Ramona Meister, Rebecca Philipp, Tabea Bernges, Steffen Moritz, Martin Härter, 
Levente Kriston, Franziska Kühne 

Patient involvement in a systematic review and meta-analysis 

PPI Models & Methods 

24 

Greta Brunskill, Claire Bamford, Joy Adamson, Lynne Corner, Alison Wheatley, Louise Robinson 

Engaging innovative and inclusive partnerships to inform dementia research: the Dementia Care 
Community  

PPI Models & Methods 

25 

Rachel O'Donnell, Porfyrios Korompelis, Stuart Rundle, Meera Adishesh, Dominic A Blake, Nithya 
Ratnavelu, Ann D Fisher, Fong Kwong 

Patient involvement in cancer research: are we underestimating our patients? 

PPI Models & Methods 

26 
Fiona Evans, Linda Coughlan, Golaleh McGinnell, Joanna Gray, Elizabeth Sapey, Jo O’Neill 

Implementing PPI into the CRF 
PPI Models & Methods 

27 
Julia Jones, Sue Marks, and Jennifer Cameron  

Evaluating the impact of a university-based public involvement in research group  
Evaluation & Impact of PPI 

28 

Rupinder Kaur Bajwa, Clare Burgon 

Comparison of formal and informal recruitment processes for Patient and Public Involvement 
advisory panel members.  

Evaluation & Impact of PPI 

  



29 

Ruth Boyd, Margaret Grayson, Sandra McCarry, Gail Johnston 

Evaluating the strategy for Personal and Public Involvement (PPI) in cancer research in Northern 
Ireland - the NI Cancer Trials Network and NI Cancer Research Consumer Forum experience  

Evaluation & Impact of PPI 

30 
Kate Sartain, Sarah Goldberg, Rebecca O’Brien, Rowan Harwood 

Involving carers of people with dementia in research – an example from a UK study 
Evaluation & Impact of PPI 

31 

Neil H Chadborn, Linda Birt, Alessandro Bosco, Carole Brewster, Dons Coleston-Shields, Michael 
Craven, Claudio Di Lorito, Julie Gosling, Miriam Stanyon, Jen Yates  

Researching together with members of Centre for Dementia PPI group 

Evaluation & Impact of PPI 

32 

Heidi Surridge, Doreen Tembo 

Using case studies to evaluate PPI feedback in the research application and funding process; how 
are public and professional assessments of PPI fed back to study applicants? 

Evaluation & Impact of PPI 

33 

Emmy Racine, Sheena McHugh, Patricia M. Kearney 

Seldom heard: Evaluating the impact of involving patients and the public in a consensus process 
to inform intervention development.  

Evaluation & Impact of PPI 

34 
Raksha Pandya-Wood 

Evaluating the impact of patient and public involvement on cancer research outcomes  
Evaluation & Impact of PPI 

35 

Opeyemi Odejimi  

An exploration of the perceived impact of active service users and carers involvement on Adult 
Nursing and Social work Academic staff 

Evaluation & Impact of PPI 

  



36 

Margaret E. O’Hara, Laura Chapman 

The ‘I Had No Idea’ Log. Capturing the impact on Patients and Researchers from early interactions 
in PPI 

Evaluation & Impact of PPI 

37 

James MacCarthy, Suzanne Guerin, Jacqui Browne, Gerry Wilson, Emma R. Dorris  

Development of an open-source tool for contemporaneous evaluation of PPI in basic and 
preclinical research 

Evaluation & Impact of PPI 

38 
Helen Hanson, Kathy Murphy, Andrew Mellor 

A pilot project to initiate public involvement in animal research 
Innovation in PPI 

39 

Toni Bewley, Allen Bewley 

Patient and caregiver involvement in the development and delivery of nurse education: an 
international multi – site evaluation  

Innovation in PPI 

40 
Ellen Tullo, Luisa Wakeling 

Evaluating innovative teaching about ageing using an inclusive approach to research 
Innovation in PPI 

41 

Malou Luchtenberg, Els L. M. Maeckelberghe, Louise Locock, Eduard Verhagen 

Empowering children in medical research: children as co-researchers in a qualitative interview 
study  

Innovation in PPI 

42 

Jackie Seely, Hazel Patel, Megan Barlow-Pay, Aniqa Nishat, Caroline Barker, Giselle Atkinson, Tess 
Mc Manus, Kate Sonpal, Claire Ballinger  

Wessex Public Involvement Network (Wessex PIN) Diversity and Inclusion Project 

Innovation in PPI 

  



43 
Gill Mathews, Heather Wilkinson 

Toilets when travelling: a human rights, coproduction model to support inclusive living  
Innovation in PPI 

44 

Anna L. Brütt, Tabea Bernges, Julia Magaard  

How to do Research on my own? - Development and Piloting of a Leveraging, Practical Research 
Training for Patients with Mental Disorders  

Innovation in PPI 

45 

Janet Hargreaves, Ilyas Akhtar , Amanda Edmondson, Alison Morris, Christine Rhodes, Catherine 
Richardson, Christine Smith, Jo Taylor  

Towards authenticity: a public participation viewpoint of involvement in the design, delivery and 
reporting of the evaluation of a health research awareness training package for Patient and Public 
Involvement participants. 

Innovation in PPI 

46 
Margaret E. O’Hara, Laura Chapman, Kirsten Chalk, Magdalena Skrybant, Laura Nice 

Creating a living network map for team working in Patient and Public Involvement 
Innovation in PPI 

47 

Roger Steel 

Creating value where patient experience of research participation and PPI meet: The NIHR CRN 
Patient Research Experience programme 

Innovation in PPI 

48 

Project team: Sylvia Bailey, David Green, Gary Hickey, Tracey Johns, Alison Ledward, Amanda 
Roberts, Heidi Surridge, Doreen Tembo, Gail Thornton, Amander Wellings, Jane Whitehurst 

Public reviewing with the National Institute for Health Research (NIHR): an interactive course for 
new and experienced reviewers of health and social care research 

Innovation in PPI 

 


