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What roles should consumers have and 
should any limits apply?

Simon Denegri OBE 

’Practicalities of consumer engagement,‘ ACTA International 
Clinical Trials Conference, Sydney, Australia, Friday 4th

October 2019

• Consumer involvement is a relationship not an intervention

• It is a partnership that should be value-based and principle driven 

• The context for consumer involvement and expectations on consumers is 
constantly changing

• Consumers are now fulfilling many different roles in research, adding 
value to research teams and the work.

• The default position of institutions and funders should be ‘What if..?’ 

• A lot of tools and resources now exist to support you.
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Patients
Public Consumers

Community

Citizens

Involvement
Its all important

Source: INVOLVE UK 

2008

……..its all about including the patient, carer and 

public ‘voice’ in research

From subject to partner……..

Subject 
noun noun: 
subject; 
plural noun: 
subjects
1. 
a person or 
thing that is 
being 
discussed, 
described, 
or dealt with.

Partner 
noun: partner

‘…public 
involvement 
in research is 
research 
being carried 
out ‘with’ or 
‘by’ members 
of the public 
rather than 
‘to,’ ‘about’ or 
‘for’ them
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INVOLVE’s re-working of Arnstein’s ladder…

Health 

Expectations 

What do 

stakeholders 

expect from 

patient 

engagement 1 

June 2018

Health Expect. 

2018 

Dec;21(6):1035-

1045. doi: 

10.1111/hex.1279

7. Epub 2018 Jun 

1.
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Values associated with public involvement in health and social care research: a narrative review  Felix Gradinger, Nicky 

Britten et al (2013) Health Expectations Vol 18, Issue 5 661-675

Our changing relationship with the public

Past and present

• Involvement, engagement and 
participation

• The individual

• Clinical research, clinical trials, 
clinical studies

• Process

• Centrally controlled and driven

• Partnership

• The committee room

• Patients, carers, the public

• National focus

• NIHR and ‘the few’

The future

• Co-production, co-creation

• Mobilisation

• The community

• Public health, social care research

• Outcomes

• Citizen driven, Grassroots

• Collaboration

• Digital, tech, AI, social media

• Consumers

• Global movement – thinking ‘globally acting 
locally’

• Charities and industry
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NIHR public involvement
2006 - 2019

Key features:

• Leadership from top down and bottom up

• Partnership and collaboration

• Commitment from the start to involve the public ‘at every step’ 

• Clear expectation set with researchers and institutions 

• Infrastructure and funding provided across NIHR system

• Support and learning

“…public involvement in research should be the rule 

not the exception.” Professor Dame Sally Davies, CMO
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Involvement - Extent and range of (multiple)  activities  
(N=700)

Series1

Key Points:

• People are playing a number of roles within their part of the NIHR

• But based on comments these may not all be accurate descriptions of their activities. For example:  

when people ticked the ‘co-applicant’ and/or ‘co-author’ boxes, their comments were generally about 

involvement in reviewing research applications or final reports.

“ these categories need greater definition in accessible language for me to understand and answer fully 

(maybe with some examples)”[Comment from a respondent]
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48%

15%
20%

52%

9%

41%

7%
13%

6%

27%

Experience - Worked with other organisations (N=575) 

Key points: 
• Our public contributors are involved in many other organisations and 

have an important role in the future in building partnerships and collaborations

• Social care and industry are key areas where we need to support 

the development of involvement 

About finding a way…
lab-based research
Patient and public involvement and engagement with 
animal research. 
https://animalresearchnexus.org/sites/default/files/pati
ent_and_public_involvement_and_engagement_ppie_
with_animal_research.pdf 

UK Shared Learning Group on Involvement in 
Research: shared practice on involvement in Lab-
based research http://slginvolvement.org.uk/wp-
content/uploads/2016/09/Lab-based-research-FINAL-
10-8-16-public.pdf

  

  

 
  

 
Patient and Public 
Involvement and 

Engagement (PPIE) with 
Animal Research 

 

 

DR RICH GORMAN AND PROF GAIL DAVIES 

 

 

INTERIM REPORT FROM THE ANIMAL RESEARCH 

NEXUS PROJECT, JANUARY 2019 

http://slginvolvement.org.uk/wp-content/uploads/2016/09/Lab-based-research-FINAL-10-8-16-public.pdf
http://slginvolvement.org.uk/wp-content/uploads/2016/09/Lab-based-research-FINAL-10-8-16-public.pdf
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About finding a way….
surgical trials

‘Somebody was doing a [research study] on a [device] to 

encourage [medical condition] patients to visualise the 

injured hand. It was set around a task in the kitchen of 

making a cup of tea. This entire programme was designed, 

and somebody spent ages making it all pretty, to encourage 

a [medical condition] patient to be able to move both 

hands to make a cup of tea. One of the patients just turned 

round and said, "Everyone can make a cup of tea one 

handed, try doing something like buttering toast," and 

the designer was just [clicks fingers] deflated like that. 

I thought, 'You should have asked patients a year ago.‘

Crocker et al. Trials (2019) 20:119

https://doi.org/10.1186/s13063-019-3183-0

About working differently……

‘It’s us leading and inviting experts in to help 

enable us to do the bits we find difficult –

Researchers coming through our door 

instead of us going through theirs.’

Wendy Mitchell

https://whichmeamitoday.wordpress.com/

https://www.dementiavoices.org.uk/dementia-enquirers/

#DementiaEnquirers

https://doi.org/10.1186/s13063-019-3183-0
https://whichmeamitoday.wordpress.com/
https://www.dementiavoices.org.uk/dementia-enquirers/
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Working differently…….

Defining what good looks like – UK public 
involvement (PPI) standards
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