
Looking Back, Forging 
Forwards

SC Research & Development Division
Thursday 9th March 2023

Simon Denegri OBE



A bit about 
me….



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. 



PatientsPublic Consumers

Community

Citizens

Involvement Its all 
important

Source: INVOLVE UK 2008

……..its all about including the patient, carer and 
public ‘voice’ in research





The forever changing relationship between 
research and the public

• Involvement, engagement and 
participation

• The individual
• Focus on clinical research, clinical trials, 

clinical studies
• Process
• Centrally controlled and driven
• Partnership
• The committee room
• Patients, carers, the public
• National focus
• An enlightened few

• 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

• From this… • To this….



1969: First steps on the 
‘Ladder of Participation’
• Arnstein, S. (1969) A Ladder of Community Participation. Journal of the 
American Institute of Planners, 35, 216-224.
• http://lithgow-schmidt.dk/sherry-arnstein/ladder-of-citizen-participation.html
• https://doi.org/10.1080/01944366908977225

http://lithgow-schmidt.dk/sherry-arnstein/ladder-of-citizen-participation.html
https://doi.org/10.1080/01944366908977225


Health Activism 1980s 



Storming 
Norming

Performing

This Photo by Unknown Author is licensed under CC BY-NC-ND

https://researchoutreach.org/articles/patient-public-involvement-vital-part-healthcare-research/
https://creativecommons.org/licenses/by-nc-nd/3.0/


1996 - 2010 INVOLVE 
Laying the  foundations 

• INVOLVE defines public involvement as 
“research being carried out 'with' or 'by' 
members of the public rather than 'to', 
'about' or 'for' them”. By 'public' INVOLVE 
means patients and their relatives as well as 
members of the general public.



Focus on clinical 
trials

• “…public involvement in 
research should be the rule not 
the exception.” Professor Dame 
Sally Davies, CMO



Involvement across the research pathway

Moss N, Daru J, Lanz D, Thangaratinam S, Khan KS. Involving pregnant women, mothers and members of the public to improve 
the quality of women’s health research. BJOG 2016; DOI: 10.1111/1471-0528.14419.



Improving access, increasing
opportunities

Before JDR I knew how to 
find a study to participate 

in
JDR has made it easier to 

get into a study

0% 50% 100%

Yes No Not sure



Regulation, 
refinement, 

evolution 



Using new 
tools and 
methods



The rise of co-production



Structures
Organisation

Culture

This Photo by Unknown Author is licensed under CC BY-NC-ND

https://researchoutreach.org/articles/patient-public-involvement-vital-part-healthcare-research/
https://creativecommons.org/licenses/by-nc-nd/3.0/


Across whole 
research systems
Central hub providing support 
and guidance to a network of 
locally based public involvement 
as part of a single initiative.

• Develops values, ethos, culture 
with community

• Provides intellectual support 
and guidance

• Constantly balancing 
government agenda and 
community priorities

• Significant resource constraints



Institutionally based 
• Dedicated public involvement budget and team 

included within core funding
• Often part of larger communications and 

stakeholder engagement
• ‘Advisory group’ of patient and public voices or 

equivalent part of formal governance
• Patient voices also part of the Board
• Cross-cutting research and care themes 

probably supported by community panels i.e. 
dementia

• Strong on researcher learning and development 
• Collaboration with health care partners
• Outreach and engagement

An example: NIHR UCLH Biomedical Research 
Centre (BRC), Neuro-SysMed in Bergen



Project 
focused



Networks and alliances



A growing global movement

This Photo by Unknown Author is licensed under CC BY-NC-ND

https://researchoutreach.org/articles/patient-public-involvement-vital-part-healthcare-research/
https://creativecommons.org/licenses/by-nc-nd/3.0/


Growing global movement



The European 
Picture
• ‘The studies imply a growing interest and 
support for the idea of PPI in health services 
and, to a lesser extent, in health research. 
There seems to be a convergence of 
conceptualisations of PPI across Europe, 
with internationally significant areas of 
innovative work taking place in countries 
such as the Netherlands and the 
Scandinavian countries. However, the 
implementation of PPI is highly uneven, and 
PPI is not yet firmly embedded or adequately 
formalised in European healthcare systems 
and research, possibly due to a lack of 
infrastructure, guidance and support. ’



Conclusions 618 (20.6%) of the papers in our 
sample included PPI. The proportion of papers 
including PPI varied in relation to location (from 
44.5% (95% CI 40.8% to 48.5%) in papers from the 
UK to 3.4% (95% CI 1.5% to 5.3%) in papers from 
China)



The shadow of 
COVID-19



2020: COVID-19: the 
good, the bad, and the 
ugly

“COVID-19 threatened to be a time of 
crisis for patient engagement and the 
valuable lessons learned should not be 
wasted.”

COVID-19 and patient engagement in health 
research: What have we learned?
Simon Denegri and Bella Starling
CMAJ July 12, 2021 193 (27) E1048-E1049; DOI: 
https://doi.org/10.1503/cmaj.210998

https://doi.org/10.1503/cmaj.210998






Forging forwards….

This Photo by Unknown Author is licensed under CC BY-NC-ND

https://researchoutreach.org/articles/patient-public-involvement-vital-part-healthcare-research/
https://creativecommons.org/licenses/by-nc-nd/3.0/






Key challenges in public involvement

Making it happen 
across all forms of 

health research

Embracing equity, 
diversity and inclusion

Developing standards, 
processes and 

incentives

Digital 
engagement and 

adapting to new tools

Capacity 
building including 

training and learning

Impact



What 
would 
success 
look like? 

Citizen voice at the heart of Government 
policy-making

Health outcomes that reflect people’s 
needs and priorities

Communities and researchers working in 
partnership to improve lives

Alliances and networks openly learning 
and innovating

A movement where we support one 
another



Keep it simple

• Principle 1: Involve the right people
• Principle 2: Involve enough people
• Principle 3: Involve those people enough
• Principle 4: Describe how it helps

• https://www.hra.nhs.uk/planning-and-improving-
research/best-practice/public-involvement/

https://www.hra.nhs.uk/planning-and-improving-research/best-practice/public-involvement/


Remember, we are 
here to challenge….

This Photo by Unknown Author is licensed under CC BY-NC-ND

https://researchoutreach.org/articles/patient-public-involvement-vital-part-healthcare-research/
https://creativecommons.org/licenses/by-nc-nd/3.0/


Thank you
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