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NIHR leadership in public involvement in UK 
health research 

•Core principle of National Institute for Health 
Research (NIHR) 

• Leadership from the top 

•A solid platform on which to build 

•Clear expectation set with NIHR-funded researchers 

•Models and approaches built on ‘partnership’  

•Support including £M investment 
 

 

 



 

“I have always taken the view that public 
involvement in research should be the rule not 

the exception.” 

 
Professor Dame Sally Davies 

Chief Medical Officer (CMO) 



 

What we aspire to: 
A dynamic partnership between the 
public, researchers and others, to 
advance NHS, public health and social 
care research and improve the health 
and well being of the population 
 
Established in 1996 INVOLVE is a 
national advisory group funded by, and 
part of, the National Institute for Health 
Research. http://www.invo.org.uk/  

 

What is INVOLVE? 

 

How we do it?  
• Leadership across NIHR 
• Build and share the evidence base 
• Develop capacity and capability 
• Influence policy and practice 

http://www.invo.org.uk/
http://www.invo.org.uk/


A working definition of public involvement 

INVOLVE defines public involvement in research as 
research being carried out ‘with’ or ‘by’ members of 
the public rather than ‘to’, ‘about’ or ‘for’ them.  

 

This includes, for example, working with research 
funders to prioritise research, offering advice as 
members of a project steering group, commenting on 
and developing research materials, undertaking 
interviews with research participants. 

 

 



Making research relevant 

 

 

http://www.netscc.ac.uk/news/item/08042013.asp  

http://www.netscc.ac.uk/news/item/08042013.asp
http://www.netscc.ac.uk/news/item/08042013.asp


Increasing effectiveness and efficiency 
‘The aim of patient and public involvement 

is to improve the quality, feasibility and translational value of 
research...[This] is the first time 

we can see that patient involvement is linked to higher likelihood 
of reaching recruitment target – and as a result, study success.’ 

 
Professor Til Wykes, Director, MHRN 
‘Patient involvement in research boosts success,’  
The Guardian, 16/09/13 
Paper reference: Ennis, L. et al. ‘Impact of patient involvement  

in mental health research: longitudinal study’ British Journal of Psychiatry  

(Sept 2013) doi: 10.1192/bjp.bp.112.119818  

 

 

 

Design 

http://bjp.rcpsych.org/content/early/2013/08/23/bjp.bp.112.119818.full.pdf
http://bjp.rcpsych.org/content/early/2013/08/23/bjp.bp.112.119818.full.pdf
http://bjp.rcpsych.org/content/early/2013/08/23/bjp.bp.112.119818.full.pdf
http://bjp.rcpsych.org/content/early/2013/08/23/bjp.bp.112.119818.full.pdf


Building research communities: young people 
in research



Regulatory environment 

 • 77% of people said that 
knowing a Research Ethics 
Committee had reviewed a 
study would increase their 
confidence in it.  
 

• 44% of respondents thought 
that involving patients….would 
increase their confidence in 
the study.  

 
Ipsos MORI study for HRA: 2013 
http://www.hra.nhs.uk/news/2013/11/22/patient-
involvement-increases-public-confidence-health-
research/#sthash.x3fCMNWj.dpuf  
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Future strategy development: evolution 

and revolution 

 



 
NIHR Strategic Review of Public Involvement: 

Emerging themes 

1. Value of public involvement 

2. Quality and standards 

3. Consistency and co-ordination 

4. Evidence into practice: how to spread embed 
effective, purposeful practice? 

5. Support, relationships, incentives that 
empower individuals and communities 

 

 

 



 
What should public involvement look like in 10 

years? 
 
Some clear messages from the community: 
• Public involvement is normal and accepted practice 

• Enhanced evidence base with better consensus on value 
of public involvement 

• Definitions of quality in public involvement 

• Agreed methods and indicators of impact 

• Greater public awareness of research and NIHR 

• Global leadership in scholarship and the study of public 
involvement in research 



A more user-driven health research system 



 

What will it mean to be a patient or member of 
public in research in 2025? 

 

 ‘By invitation only or co-producing the 
knowledge of tomorrow?’ 



 

Cometh the hour, cometh the patient 

 

‘We stand on the cusp of a revolution in the role that 
patients – and also  communities – will play in their 

own health and care. Harnessing what I’ve called this 
renewable energy is potentially the make-it or break-it 
difference between the NHS being sustainable – or not.’ 

Simon Stevens, NHS CEO, NHS Confederation Annual 
Conference, June 2014 



Questions 
 

Simon.Denegri@nihr.ac.uk  
Twitter: @SDenegri 

Blog: http://simondenegri.com/ 
 
 

involvementlastminute.com 
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