
This describes independent research funded by the National Institute for Health Research (NIHR) under its Programme Grants for Applied Research 
(RP-PG0614-20007). The views expressed are those of the authors and not necessarily those of the NHS, the NIHR or the Department of Health.

Pushing the boundaries 
in research:                                

Patient and Public 
Involvement in PrAISED 

Claudio Di Lorito                   
Senior Research Fellow                               

Marianne Dunlop and 
Maureen Godfrey                               

Patient and Public Involvement Members



Outline of session 

• What is Patient and Public Involvement (PPI) in research? 

• What is co-research?

• PPI in PrAISED

• Co-researching in PrAISED process evaluation

• Impact of co-researching in PrAISED

• Impact of co-research beyond PrAISED



What are PPI and co-research?

• It is research being carried out ‘with’ or ‘by’ members of the public rather than ‘to’, ‘about’ or ‘for’ 
them

• It aims to align research more closely with patients' and the public’s needs, to increase success and 
cost-effectiveness

• The NIHR mandates that funded research include PPI activities

• It ranges from advisory roles to more active participation in research

• Co-research is steered and conducted by people with lived experience                                                                        
together with academic researchers



PPI in PrAISED

 There has been great emphasis on PPI in PrAISED from day one

 All Work Packages team have collaborated with two PPI contributors                                                           
with lived experience of caring for a person living with dementia

 Examples of PPI activities in PrAISED: 

• Developing study protocol
• Refining language in participant documents
• Modelling for exercise photos and videos
• Promoting acceptability, relevance and understanding                                                                  of 

intervention procedure and materials
• Assisting with interviews with therapists delivering PrAISED
• Writing papers



Co-researching in PrAISED process evaluation 

 In the process evaluation workstream, we aimed to progress/innovate the practice of PPI by doing co-
research

 All study phases were co-steered and co-produced by the                                                                                                      
PrAISED research team and our PPI contributors:

• Developing research documents, e.g., study protocol,                                                                         
topic guides for the qualitative interviews

• Collecting data, e.g., interviews with participants                                                                          
and caregivers, note taking/observations post-interview

• Analysing data, e.g., annotating interview transcripts,                                                                      
generating themes, adding a PPI dimension to interpretation

• Disseminating findings, e.g., co-authoring papers,                                                                              
developing posters, co-delivering presentations  synthesis



Benefits and challenges for PPI members

• Maureen, and I were of a similar age to the participants and could identify with their experiences

• By combining Maureen’s personal experience as a carer and my own, we were able to make carers and 
participants feel at ease

• We could show by reflective listening and empathising (eye contact and body language), the supportive 
and enabling nature of the study 

• As volunteers with lived experiences and by being less formal, we could tap into the wider aspect of 
participants’ quality of life

• By talking to participants and carers, we realised how important social interaction and support were for 
both the carer and the participant 

• We were unsure whether opening up about our similar journey was beneficial

• In suggesting options, we might have given examples which the participants may not have been 
interested in



Benefits and challenges for academic researchers

• Co-researcher’s prompts for participants and responses to their remarks were more relevant to their 
human experience of dementia

• Seeing someone on a similar journey made participants relaxed to open up

• It also set the ground for an equal relationship in the interview session

• More balance in gender and age in the research team (more relatable)

• Extra resources are needed (travel, funding for PPI members)

• Potential power differential for person with dementia, if co-researcher is a carer

• The carer might reveal relevant information outside of the interview (in confidence to the co-researcher)

• Risk of emotional impact on PPI members when hearing participants’ difficulties

• Added logistics: Finding suitable times, locations, travelling arrangements



Outputs from PPI activities

• We co-produced a methodological paper on doing co-research to advance this method and promote good 
practice

• Aims: To advance this method in research by reporting and synthesising the personal reflections of the 
academic and lay researchers around the methodological issues, benefits and challenges of co-research

• The paper has won first prize of the INTERDEM publication award 2021: https://interdem.org/?p=7530

https://interdem.org/?p=7530


A model for good practice in co-research 



PrAISED outputs: Dissemination events

• We showcased our experience of co-researching at 
conferences, e.g., Alzheimer Europe, Alzheimer 
Association International Conference

• We recorded a podcast on PPI in research for the 
Institute of Policy and Engagement at UoN: 
https://knowledgeengaged.buzzsprout.com/1870242/
10906022-representation-in-research-matters-w-
claudio-di-lorito?t=0

https://knowledgeengaged.buzzsprout.com/1870242/10906022-representation-in-research-matters-w-claudio-di-lorito?t=0


Conclusion

• PPI activities and inclusion of PPI members in PrAISED was successful

• It has generated benefits to researchers, PPI members, research participants and research

• It has been rewarding on a personal level

• It has enhanced research data and outputs

• It has furthered methodology and science 

• The challenges and practicalities have required extra resources, and the sustained commitment 
of the study team

• Culture change and support from institutions and funders is key to promoting successful future 
implementation of PPI in research
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Thank you for your 
attention. Any 

questions? 

For further info:

Claudio.dilorito@nottingham.ac.uk 




