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‘To take part in research, or not to take part in 

research….’

Simon Denegri, NIHR National Director for 

Patients and the Public in Research and Chair, 

INVOLVE



‘To take part in research, or not to take part in 
research - that is the question: Whether 'tis 
nobler in the mind to suffer the slings and 
arrows of current NHS treatment or enter a 
clinical trial as part of care and see if something 
else works better.’



Public appetite

• 82 per cent of people believe it is 

important for the NHS to offer 

opportunities to take part in 

healthcare research.

• 89% of people would be willing to 

take part in a clinical research study.

NIHR Clinical Research Networks 

Survey Oct 2014

• Over 70% of patients look for 

information about clinical trials

ecancer 5 235 2011 ‘Information 

needs of cancer patients’

Patient experience

• National Cancer Patient Experience 
Survey 2012/2013/2014

– 1 in 3 patients had a discussion 
about research with a health 
professional

• Discussion much less likely if 
happening at all for patients with 
other conditions (i.e. 1 in 5 for type 
1 diabetes)

• 91% of Trusts do not provide 
information to support patient 
choice in research (NIHR CRN CC 
Mystery Shopper Exercise 2013)

Every willing patient a research patient



The patient dilemma

Motivations
• To access and hopefully benefit from 

new treatments……

• To access better quality care

• To improve care for others

• To assert control over one’s 

condition…

Deciding factors
• Information

• Time

• Locality

• Side-effects

• Relationships

• Trust, privacy...



How do we bring the NHS and research 

closer together from a patient perspective?



Improving access to research



What is ‘Join Dementia Research?’
• A nationwide online and telephone service

• Connecting people with or without dementia 

to vital dementia research studies

• Meeting the Prime Minister’s challenge 

on dementia 2020

• 10-fold increase in participation



The story so far - volunteers

• 18% join via helpdesk / mail

• Healthy Volunteers: 

75% Women / 25% Men 

• Memory Problems:

48% Women / 52% Men

• 41% of everyone registered with a 

diagnosis now in a study 



The story so far - research



“My wife took part in a research  

clinical trial while in the earlier 

stages of Alzheimer's giving us both 

more positivity to meet the unknown 

ahead. It was a defining moment in 

coming to terms with the inevitable.”

John Spencer,

former carer for his wife Maura who had 

dementia,

Join Dementia Research Champion



UK Clinical Trials Gateway (UKCTG)



‘OK to Ask’ 
campaign: 

International 
Clinical Trials Day 

2013-2016
• Encouraging patients and 

carers to ask their clinician 
about clinical research (and 
log response/suggestions)

• Encouraging clinicians to 
consider their response if a 
patient does ask: how to 
channel interest



Role of Patient Research Ambassadors

• A Patient Research Ambassador 
is someone who promotes health 
research from a patient point of 
view. They could be a patient, 
service user, carer or lay person 
who is enthusiastic about health 
research and willing to 
communicate that to other 
patients and public as well as 
healthcare professionals. 



https://sites.google.com/a/nihr.ac.uk/patient-
research-ambassador-initiative/

https://sites.google.com/a/nihr.ac.uk/patient-research-ambassador-initiative/


Patient expectations of their NHS

• What my NHS does in research is visible to me

• I can choose to contribute to research as part of my care

• My experience is valued as part of the research being done 

• Research is clearly viewed as a mark of quality by those who 

work in it

• My contribution is acknowledged and the results of research 

are made available to me.



How do we lay the foundations for research 

that meets patient and public needs?



National Institute for Health Research (NIHR)

• A core principle of NIHR’s >£1bn 

‘business’

• Root and branch focus on public 

interest

• Clear expectation set with researchers

• Success built on ‘partnership’ working 

• Solid and sustainable funding

• Open and transparent

“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)



Setting the bar higher 2015-2025

• ‘Over the next 10 years the NIHR 
must…..develop a relationship with the 
public such that it becomes second 
nature to what it does, as integral to 
the research it funds as accurate 
measurement. In this future scenario, 
research without evidence of public 
involvement would be considered 
flawed, the openness and 
transparency with which it is 
conducted, vital to maintaining public 
confidence in research, and their belief 
in its ability to improve their health 
and that of their neighbour.’



Setting the bar higher 2015-2025



Research of relevance to patients and the public

• James Lind Alliance Priority 

Setting Partnerships (PSPs)

• 37 completed, 32 on the way

• 30,000 + 

participants



Relevance: research priorities

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

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


Reaching out to a more diverse population

http://www.clahrc-em.nihr.ac.uk/clahrc-em-
nihr/east-midlands-centre-for-black-and-
minority-ethnic-health.aspx

http://www.clahrc-em.nihr.ac.uk/clahrc-em-nihr/east-midlands-centre-for-black-and-minority-ethnic-health.aspx


Refining our methods

‘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 



Partners in innovation

“I don’t actually think of the patients who 
work with us as PPI members: they’re 
colleagues, they’re people with good 
ideas. To me, they’re part of the team like 
the statistician or the qualitative 
researcher or the clinician.”
Professor Hywel Williams, Professor of Dermato-
Epidemiology and Director,

Centre of Evidence-Based Dermatology, University of 
Nottingham

Senior Investigators, Leaders for patient and public 
involvement in research, INVOLVE 2014



The world of research works better in 
partnership with patients and the public



Creating community, building voice

• > 1000 NIHR ‘reviewers’

• > 600,000 research participants In 
2013/14

• > 3M over the last six years

• 89% of British people are willing to 
take part in research

• Only 3% of British people would 
not take part in a clinical trial

http://www.nihr.ac.uk/documents/about-
NIHR/NIHR-
Publications/NIHR%20Christmas%20xmas%20stats%
202014.pdf

http://www.nihr.ac.uk/documents/about-NIHR/NIHR-Publications/NIHR Christmas xmas stats 2014.pdf


‘……..now let's go hand in hand, not one before 

another.’
William Shakespeare



Thank you

Simon.Denegri@nihr.ac.uk

Twitter: @SDenegri

Blog: http://simondenegri.com/

Simon Denegri, NIHR National Director for 

Patients and the Public in Research and Chair, 

INVOLVE
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