
 

The Three NIHR Research Schools’ 

Public, Patient Involvement and 

Engagement (PPIE) Shared Learning Day 

Report May 2021  

 

  

 
Organised by: 

Esther van Vliet 

Sally Crowe 

Michael Clark 

Michelle Collins 

Andre Tomlin 

 



2 

 

1. ABOUT THE EVENT  

Involving people who are not academic researchers but who have relevant knowledge about 

and a stake in NIHR research continues to be a priority. Various terms are used to describe 

such people depending on their roles and the focus of NIHR research under consideration; 

these include, the public, patients, public contributors, service users, carers, families, 

communities and practitioners. Their involvement is grounded in the desire to ensure that 

all NIHR research activities are relevant to the areas of health, social care and public health 

they are focused on and, hence, to have greater impact on improving practice and outcomes 

for people. In this report we will use the commonly used label and acronym Patient and 

Public Involvement and Engagement (PPIE) to describe involvement of all of the 

aforementioned groups, recognising its limitations but also its advantages and in connecting 

to other areas of NIHR, and ask readers to remember the broader groups of people we 

mean when we write PPIE. 

PPIE practice is an evolving area of expertise, and one that each new generation of 

researchers needs to learn about and apply alongside other important areas of planning and 

conducting research. However, it is an aspect of research that seems to be neglected in 

terms of (advanced) learning opportunities, meaning very often promising practice is not 

widely shared nor reflected on, and researchers are often confronted with learning by 

themselves or from a narrow group of colleagues as they develop their PPI plans for each 

project. 

In this context we organised the first PPIE Shared Learning Day across the 3 NIHR Research 

Schools (Primary Care, Social Care and Public Health). Each School has a strong history of 

involvement of public contributors in its programme and all researchers funded by the 

Schools have experience of PPIE in their work. However, opportunities to share learning 

about PPIE across the Schools have been very limited to date. The benefit of sharing 

learning was thought to be that there will be PPIE issues which cut across the different 

contexts of primary care, social care and public health research and where lessons can be 

directly shared. The event was also seen in the context of growing discussions across the 

three Schools about shared areas of research interest and developing collaborations. 
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The event took place on 4th March 2021, using the Zoom online platform. Sixty-nine people 

took part from the three Research Schools, with a mix of public, researcher and research 

support staff participating. 

The event began with a video from Jeremy Taylor, NIHR Director for Public Voice and 

Director of the NIHR Centre for Engagement and Dissemination, to set the overall scene for 

NIHR commitment to developing involvement in research. Following this, participants went 

into breakout rooms to discuss issues and share learning about PPIE. Groups comprised of 

either public contributors, researchers or research support staff. Groups chose their own 

topics inspired by information from participants’ registration forms, which was presented in 

a shared online notepad. Groups weren’t required to take notes but encouraged to add 

their discussions, resources and comments to the online notepad. 

In the afternoon there was a whole group conversation, with the focus on improving PPIE 

across the Research Schools.  A panel of public contributors and academics brought topics of 

interest to stimulate the conversation.   

This report provides a summary of content from the online note pad, chat notes and the 

recorded group conversation in the afternoon. The main themes represent the most talked 

about topics across the different communication routes.   

2. THE TOP FIVE CONTENT THEMES  

These themes reflect the diverse nature of the three NIHR Research Schools, with less focus 

on specific methodology, or perspectives on people’s needs and approaches to research, 

such as a medical model, and more on structural and practical issues in PPIE.  Being a cross- 

School and cross research discipline event encouraged participants to think and discuss 

ideas outside some of their established frameworks for thinking about research and PPIE.  

The most discussed themes during the event are relevant across the NIHR Research Schools 

and apply to working with people, communities and the public at large. The five themes are: 

 Addressing equality, inclusivity and diversity 

 Working with those at ‘ground level’ 

 Investing in relationships  
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 Considering our language (research and general) 

 Involving people early in research  

The quotations in italic are directly from participants, who were either public contributors, 

academics or research support staff. 

Context  

 Diversity by definition is broad. Whilst there is a need to focus on certain groups, such as 

Black and Asian and Minority Ethnic groups, participants mentioned people with 

Learning Disabilities, people experiencing homelessness, refugees and displaced people, 

and people that identify as Lesbian, Gay, Bisexual, and Transgender (LGBT) often get left 

out. Carers and families are potentially another group to be more explicitly considered 

for greater involvement in some areas of research. 

 Let’s have conversations about who’s missing from the ‘PPIE picture’ and why.  “How 

much more do we need to hear about Black Lives Matter? If we are genuine about this, 

we have to face the issues and support each other” 

 We all need to reflect on our practice and ‘put in the work’ (reading, discussing, 

challenging) in order to develop anti-racist and inclusive approaches in research. 

 Whatever we call people and groups that are ‘hard to reach’ (or ‘easy to ignore’ 

‘struggling to survive’, ‘underserved’, ‘marginalised’, ‘overlooked’) let’s work together by 

visiting each other’s spaces. “They're only hard to reach if we haven't learnt how to 

reach them!” 

 We reflect on learning from diverse communities worldwide e.g., South Africa and 

Australia.  Can we bring this direction back to communities that are settled in the UK 

such as Black African Caribbean, Asian/South Asian, Eastern European?  Why aren't we 

focusing on evidence and knowledge we can gain from our local demographics “is this 

too close to home? What are we frightened of?” 

 

 

Address equality, inclusivity and diversity      
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Practical considerations   

 Working with community groups that are connected to people we are seeking to include 

more, is a good way to establish links, build trust and offer practical support to enable 

involvement.   

 University processes, for processing things like public involvement payments that insist 

on personal identification (e.g., address, passports), or payment forms where gender is 

mandated can be barriers to involvement. 

 Recruit researchers that have social links to others beyond their social circle and assess 

skills for engagement “it’s not just theory and policy direction”.  Research design would 

be enhanced if there are stronger links with the communities which are the subject of 

the research. 

 There are some good examples of inclusive research across the three Research Schools. 

We need to i) develop more of them; ii) bring the examples to light and share them 

better; and, iii) provide more space for people to reflect on their PPI practice and 

experiment with ways of being more inclusive. 

Context 

 These groups will understand (and probably have some solutions) for barriers to 

involvement, research teams can learn from these.  Pay voluntary groups for their time 

in your project. This includes time on developing the research proposal, an aspect of the 

research process that some saw as being neglected in terms of supporting PPIE. 

 Recognise consultation fatigue. Some individual and communities have expressed the 

view that they are tired of being consulted and yet seeing nothing change; “researchers 

are not always very good at using evidence generated from previous consultations” and 

conversations. Plan to help people see the impact their involvement in the research has 

had. 

 Obviously there is potential to learn from this theme and link it to the previous one, 

addressing diversity and inclusiveness. Connecting with community groups on their 

ground could be a means to address inequalities in PPIE. 

Work with those at ‘ground level’  
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Practical considerations  

 Learn from people and groups that already work within geographical or shared 

interest/experience communities.  Remember, it is easy to drop names of well-known 

organisations but “ignore smaller ones that don't have the same profile, yet could have 

vastly valuable and important connections.”  

 Consider a ‘mapping’ exercise of groups as a starting point for your PPIE in research. 

Where you have access to a PPIE co-ordinator explore with them their contextual and 

local knowledge. 

 Encourage funders to invest in more community led/centred approaches in research 

applications.  

 Again, there are some good examples across the Research Schools, and we need to 

nurture practice by sharing these to spread learning, reflection and practice 

development. 

Context  

 Relationship development is time well spent in PPIE, especially in the ebb and flow of 

research projects and across research programmes where relationships can be 

punctuated and threads lost. This is an important issue especially in the context of the 

use of fixed term contracts through which many university researchers are employed and 

which mean that researchers are often not available to maintain relationships because 

they have moved on to their next contract.   Ongoing communications and contact help 

avoid “fleeting PPIE”. 

 Acknowledge that some research organisations “don’t value ongoing relationships with 

less tangible outcomes”.  You will need to “show the benefits of ongoing relationships”.  

Continuity of relationships also needs resources. 

 

 

Invest in relationships 



7 

 

Practical considerations   

 Try not to be transactional i.e., what can I ‘get’ or ‘use’ from each other. Develop 

reciprocal relationships, exploring what’s in it for both parties, how can we help each 

other? This may lead to better knowledge exchange.  

 People consistently want to avoid a ‘tick box culture’ in PPIE, “mandatory participation in 

research is not the ‘end game’ in PPIE” 

 Part of relationship development is knowing what expertise and experience everyone 

brings to research. What is everyone’s reason and remit for their seat at the table? 

Identify each-others’ expertise, respect it and honour it. “This conversation needs to 

happen early on (and often doesn’t) and needs to be facilitated.” 

 Keep ‘anchored’ on the primary purpose of research relationships and partnerships – 

knowledge exchange to improve the research project and its impact.  Try not to ‘get lost’ 

in other issues. 

 Research teams often have to work ‘at speed’ across topics, populations and contexts. 

Create a reflective space with your team that is accessible to all and consider debriefing 

from projects before moving on.  

 ‘Close the loop’ of research, feeding back the evidence, and results. 

 Again, think about the synergies from this theme to the previous two, where developing 

relationships can be important to building trust to help widen inclusion in research. 

Context  

 Language is powerful – it can embrace or exclude people and populations, but can also 

be inclusive and indicate how people are going to work together in research. 

 Research has its own language, for researchers “there is language that is the core of my 

expertise – I need to explain and make accessible, but I need that language!” Some find 

it a barrier to working together effectively. "We create research jargon unnecessarily - 

maybe it’s how some people cope with insecurities?” “I don’t think its right to have to 

adapt it too radically”. 

Consider language, (research and general)  
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 There are other important languages such as British Sign Language, Makaton (which 

helps understanding by giving an extra visual cues) and written Easy Read (a format for 

people with Learning Disabilities). 

 Creative PPIE can help break down barriers and create a shared research language.  

 Language is an important part of the wider consideration about communication, and 

there is a need to consider this in all its forms including issues of capacity to 

communicate and different media for communicating with audiences. 

Practical considerations  

 Where English is not spoken or read, or where those with sensory or cognitive 

impairments might get involved in research, ensure that teams have access to 

appropriate skills and resources before embarking on PPIE with these groups. 

 It was suggested that there are skills and experience across NIHR Research Schools; how 

can these be shared and sustained more widely? 

 Deploy the skills of interpreters for conversations and translators for written 

information. This could be a specific role in PPIE.  

 Some public research partners help with research interpretation “I feel like I’m a bit of a 

buffer between the researchers and the public, I do it to safeguard the research”; 

support public contributors if they take up communication roles. 

Context  

 Formulating and defining research questions to respond to real world problems means 

working with your public early in the process. Having sustained relationships, as noted 

above, can help make this a smoother process. 

 Establishing relevant research questions and outcomes through PPIE may make it easier 

for the public to “stay with your research as it has real world implications for them”. 

 Involvement at earlier stages does not always seem to be as well supported by research 

systems. 

 

Involve people early in research   
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Practical considerations  

 There is a tension with research application processes that require explicit and fixed 

outcomes, and having a more flexible understanding of what might be achieved through 

the research - is there scope to challenge this? “Invite funders to assess the quality of the 

process [of involvement, knowledge exchange and coproduction] rather than ‘boxing in’ 

the research outputs.”  It was noted that some funders, including across the three 

Research Schools have moved to try to support this robust process mindset, rather than 

requiring overly prespecified outcomes and outputs. 

 Expand involvement methodology descriptions in applications and refer to previous 

successful involvement and engagement that led to ‘public important research 

outcomes. 

 PPIE need not be a ‘linear process’ i.e., working from a starting point to an end point.  It 

can be flexible to accommodate people ‘dropping in and out’ as their interests, abiliites, 

other commitments and skills dictate. Keep the feedback loop open so that they can see 

how things are progressing and where they might like to join in. 

3. REFLECTIONS FROM ORGANISERS  

 Esther van Vliet (School for Primary Care Research) “When the research community 

comes together to discuss its’ work, PPIE isn’t usually a topic of discussion. 

Everyone funded by the NIHR has their story to tell about their involvement - this 

event gave a platform to do this, learning from peers in a safe space” 

 Michelle Collins (School for Public Health Research) “Being able to talk through 

times when PPIE hasn’t gone as well as it could have done and being honest about 

why that was can be very helpful.  The flipside is conversations that are inspiring, 

with effective and inclusive involvement.” 

 Michael Clark (School for Social Care Research) “The pandemic has enabled new 

opportunities to experiment and learn, but it has also challenged us to improve 

diversity and inclusion in our research and related involvement activities. The point 

of PPIE was always to ensure a diversity of voices are heard in directing our 

research in helpful ways and this continues to be a challenge.”  
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4. IDEAS FOR FUTURE SHARING AND LEARNING EVENTS  

It is likely that if this event had been held a year earlier, before the COVID-19 pandemic, 

the nature of the reflections and conversations would have been rather different. 

Improving inclusivity, for example, might not have been such a dominant theme. 

Additionally, initiating discussions across the Schools, and as such cross research 

disciplines and universities, seems to have moved the conversation from potentially 

narrower (though still important) practical issues, such as paying expenses, to wider 

system perspectives and challenges. 

 

After such an event the challenge is always, what next? It was noted during the day, and 

as reflected in the notes above, that there are many examples of good practice across 

the NIHR Research Schools. There are, no doubt, other good examples more widely in 

NIHR that we can also learn from. Having identified some challenging topics, we will aim 

to secure commitment from the Schools to help the research communities share and 

learn from this practice, and to provide more support and space for reflection and 

experimentation to improve, for example the inclusiveness of our research and related 

PPIE. Some potential areas for further collaboration across the Schools on PPIE and the 

agenda set by this event are: 

 Safe spaces to discuss and share learning about PPIE across the three schools  

 PPIE and shared research areas across the Schools, such as integration between 

health and social care, or inequalities  

 Making research more inclusive – examples of how people have done this, but some 

good discussion time for people to think this through 

 Working with people where there are communication difficulties e.g., learning 

disabilities, dementia, languages other than English  
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Thanks to all the participants and the afternoon panel; 

Vivien Cooper OBE, Chief Executive, The Challenging Behaviour Foundation  

Shoba Dawson, Senior Research Associate, University of Bristol  

Margaret Ogden, Public Research Partner School for Public Health Research  

Jennie Popay, Professor of Sociology and Public Health, Lancaster University  

Angela Ruddock, Chair PRIMER (PPI group University of Manchester and Public research) 

Partner School for Primary Care Research  

Paul Willis, Associate Professor in Social Work and Social Gerontology, University of Bristol 

The event was hosted and chaired by The National Elf Service  

The views expressed in this report are those of the organising committee and event 

participants and not necessarily those of the NIHR or the Department of Health and Social 

Care 

 

 

  

https://www.nationalelfservice.net/online-events/
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These links to resources are from the event participants, and are accurate at April 2021. 

Equality, inclusivity and diversity 

 Challenging Behaviour Foundation  

 Diversity, inclusion, and racism; “Why I am no longer talking to white people about race” by 

Reni Eddo-Lodge and case study of involving Black and Ethnic Minority communities in 

research  

 Perspectives from LGBTQ+ communities  

 Reflections on co-production in LGBT inclusion  

 Guidance on payment for PPIE especially for those on benefits  

Language, (research and general)  

 Readability tools online  

 Creative approaches in PPIE: Broadening diversity through creative involvement to 

identify research priorities & Engaging with diverse audiences to raise awareness about 

childhood eczema: reflections from two community events 

 Relationships  

 Building relationships  

 Online PPIE ‘Reaching new audiences in a virtual world’ event recording  

 Peer researchers in mental health reflective blog  

Evaluation  

 The impact of public involvement in health research: what are we measuring? Why are we 

measuring it? Should we stop measuring it? Jill Russell, Nina Fudge & Trish Greenhalgh  

 Evaluation of ‘Time to Change’ (mental health discrimination) 

PPIE Methods  

 User-controlled research; Service user/researcher SSCR project  

 Community Based Participatory Research; CBPR conceptual model and  

 https://cpr.unm.edu/research-projects/cbpr-project/cbpr-model.html and International 

Collaboration for Participatory Health Research 

 

Appendix 1 

https://www.challengingbehaviour.org.uk/
https://www.scienceopen.com/document/read?vid=1149ab89-822b-4d60-9883-171e4f0e0502
https://www.scienceopen.com/document/read?vid=1149ab89-822b-4d60-9883-171e4f0e0502
https://www.cambridge.org/core/services/aop-cambridge-core/content/view/C2450868C889315BC8B6E509543B960B/S0144686X20000604a.pdf/im-going-to-live-my-life-for-me-trans-ageing-care-and-older-trans-and-gender-non-conforming-adults-expectations-of-and-concerns-for-later-life.pdf
https://www.mdpi.com/1660-4601/15/4/695
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://www.webfx.com/tools/read-able/
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-020-00244-z
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-020-00244-z
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-021-00251-8
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-021-00251-8
https://sphr.nihr.ac.uk/news-and-events/co-production-the-new-normal/
https://www.youtube.com/watch?v=E1iM_wzBZgo
https://mcpin.org/who-do-you-involve-when-researching-public-mental-health/
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-020-00239-w
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-020-00239-w
https://www.time-to-change.org.uk/about-us/our-impact
https://www.sscr.nihr.ac.uk/publication/sr005/
file:///C:/Users/evanvliet/Documents/•%09https:/cpr.unm.edu/research-projects/cbpr-project/cbpr-model.html
https://cpr.unm.edu/research-projects/cbpr-project/cbpr-model.html
http://www.icphr.org/
http://www.icphr.org/
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Below are several discussion themes that were less discussed but considered important for 

inclusion in this report. They will also be for consideration for further action across the 

Schools, but are not seen as much a priority as the 5 previously mentioned themes. 

A ‘mixed economy’ of approaches for working with the public in research  

 Research comes in many forms and requires different approaches – from ‘light 

touch’ to in depth, with different methods, and co-produced approaches. Thinking 

about what is appropriate for different modes of research will help stop the ‘box 

ticking’ mentality that some people experience.  

 “Researchers are motivated to find things and make a difference – keep coming back 

to that” We need to ensure that involvement and related activities are part of the 

intellectual endeavour of research as methods are. 

Public involvement in research data processes?  

 Exposure to data (during the pandemic) does not necessarily mean understanding.  

Important in population research. 

 More PPIE in quantitative research and working with data, some involved public 

enjoy this and have relevant expertise 

 Does this require different approaches?  We need to support work and learning in 

this area, sharing examples as they are probably not widely known. 

Evaluating PPIE 

 Researchers should consider doing this, do they have the capacity to do it, could they 

collaborate to achieve it? An impact log is useful but is not the same as evaluation. 

The PPIE ‘Industry’  

 Who or what are PPIE ‘experts’  

 What is the purpose of public involvement and engagement in research? There is a 

need to be clear about expectations from the outset of engagement. “Public 

partners are asked to comment on RCTs – why are they being asked to do that?” “We 

Appendix 2 
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ask public contributors to comment on what they feel comfortable commenting on”. 

Engagement may change during the course of working together but should be done 

through dialogue and with a shared expectation of what is changing and why. 

Online/digital PPIE  

 Managing power dynamics may be different in online meetings and require other 

ways of facilitating, to ensure all voices have a chance to be heard. 

 Digital exclusion is a risk with increasing online involvement and engagement. Don’t 

assume people have access to online access and devices. 


