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We are working for a future where more people have a say in the
future of health and research.



H
I
Subject _ HAS TURNED
noun noun: subject; MILLIONS OF
plural noun: subjects USINTO.. o2
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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its all about including the patient, carer and
pUbllc IVOICe’ In researCh Source: INVOLVE UK 2008



For me context is the key - from that
comes the understanding of
everything.

— Kenneth \feland —
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The forever changing relationship between
research and the public

* From this... * To this....
Involvement, engagement and * Co-production, co-creation
participation * Mobilisation

The individual « The community

Focus on clinical research, clinical trials, : :
. . o [ ]
clinical studies Public health, social care research
e Qutcomes

Process - _
Centrally controlled and driven * Citizen driven, grassroots
e Collaboration

Partnership o . .
The committee room e Digital, tech, Al, social media
* Consumers

Patients, carers, the public
- e Global movement — thinking ‘globally
National focus acting locally’

An enlightened few e Charities and industry



Citizen Control

Delegated Power

FPartnership

Placation

Consultation

Infurming

Therapy

Manipulation

Citizen Powe,

Tokenism

1969: First steps on the
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L heated conmroversy over “citizen participation,”
citizen control,” and “masimem feasible involvement
of the poor,” has been waged largely in torms of ex-
acerbated rhetoric and misleading cuphemisms. To
encourage a more enlightened dialogue, a typology of
citizen participation i offered wing cxamples from
three federal social programs: wrban renewal, ant-
poverty, and Model Cities. The typology, which is
designed to be provocative, i arranged in a ladder
pattern with cach rung corresponding o the cxtent of
citizens” power in determining the plan and /or program.

The idea of citizen participation is a little
like eating spinach: no one s against i in principle
because it is good for you. Pamicipation of the gov-
emed in their government is, in theory, the comer-
stone of democracy—a revered idea that is vigorously
applinded by wvirtually everyone, The applause is re-
duced to polite handclips, however, when this princi-
ple is advocated by the have-not blacks, Mexican-
Americans, Puerto Ricans, Indians, Eskimos, and whites.
And when the have-nots define participation as re-
distribution of power, the American consensus on the
fundamental principle explodes into many shades of
outright racial, ethnic, ideological, and political

opposition.

There have been many recent speeches, articles, and
books * which explore in detail who are the have-nots

e, There has been much recent docums

of our t
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tion of &

embittered by their powerlessness to deal w,

ices 8
ves, But there has been very little analysis
viene of the current controversial slogan: “citizen

found inequities and inju

Citizen Participation b Citizen Power
estion has been a bone of political conten-
< answers have been purposely buried
“emisms like “seli-help” or “citizen
thers have been embellished wich

= "absolute control” which is

ling the President of the

ity Duvelapment
~areh iastitute in

‘Ladder of Participation’

e Arnstein, S. (1969) A Ladder of Community Participation. Journal of the
American Institute of Planners, 35, 216-224.

http://litheow-schmidt.dk/sherry-arnstein/ladder-of-citizen-participation.html

Sherry R. Arnstein

United States—bas or can bave. Between undentated
isms and exacerbated rhetoric, even scholars
nd it difficult to follow the controversy. To
the headline reading public, it s simply bewildering

My answer to the critical what question is simply that
citizen participation B 3 categorial term for citisn
power. It is the redistribution of power that enables the
have-nat citizens, presently excluded from the political
and ¢conomic processes, to be deliberately included in
the future. It is the strategy by which the have-nots join

. in determining how information is shared, goals and

policics are sct, tax resources are allocated, programs are
operated, and benefits like contracts and patronage are
parceled out. In short, it is the means by which they an
mduce significant social reform which enables them to
share in the benefits of the afiuent society.

EMPTY RITUAL VERSUS BENEFIT
There is a critical difference between going through the
empty ritual of participation and having the real power
needed to affect the outcome of the process. This
difference is brilliantly apsulized in a poster painted
last speing by the French students to explain the
student-worker rebellion.® (See Figure 1.) The poster
highlights the fundsmental point that participation
without redistribution of power i an emply and frus-
trating process for the powetless. It allows the power-
holders to claim that all sides were considered, but
makes it possible for only some of those sides to benefit.
It maintains the status quo. Essentially, it is what has

mcusr | Fromch Sindent Poser. In En,

i, | parisipate;
Jou pariicip l, 1w pariiip
Jau participate o Thay prafis.

AP JOURNAL  JULY 1969

https://doi.org/10.1080/01944366908977225



http://lithgow-schmidt.dk/sherry-arnstein/ladder-of-citizen-participation.html
https://doi.org/10.1080/01944366908977225
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Health Activism 1980s

AIDS, ACTIVISM,

anp vef POLITICS o
KNOWLEDGE






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

Promoting public involvement
in NHS, public health and
social care research

health and social care research

Public involvement in NHS, public 1996 - 2010 INVOLVE

Laying the foundations

e 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.

e




Focus on clinical
IR

e “ . .publicinvolvementin
research should be the rule not
the exception.” Professor Dame
Sally Davies, CMO

StepUp for Dementia Research Current Statistics (Oct 2021)

Have you been diagnosed with dementia or mild cognitive impasment?

3 Gender
Total number of registrants
: Do you cummently support a persan living with dementia?
Total number of volunteers
"
Sulect Statefs)
Age
ace
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Growth in UK dementia research 2006 - 2017
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Involvement across t

Develop research
questions

Clinical

problem quaestion
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i 1144441

Reporting public involvement since 2012
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“The unique mobile hearing van will aliow us to take our research
out to families, and this should mean more of them will be-able to
participate in this much needed study”

- Professor Kevin Munro, Ewing Professor of aAudiology



Improving access, increasing
opportunities

find a study to participate

N

JDR has made it easier to
get into a study

/

0% 50% 100%

Jﬂgmentia B Yes W No & Notsure
research




Health Research COVID-13 research Planring & improving research a
Authority bl Jetiokld

Putting people first - embedding public
involvement in health and social care research

The Health Research Autherity, the National Institute for Health Research and a host
of organisations across the UK have been working together to bring about changes
which will drve up standards in health and social care research. Together we have

signed up to a shared commitment to public involvem

0760
NATTONAL STANDARDS
for PUBLIC INVOLVEMENT

Regulation,

refinement,
evolution

Methods and Levels of Influence and
Participation

i MakeltPublic




Using new
tools and
methods

Join the conversation
@UCLHresearch

I]F .' e 3 www.nature.com/npjdigita

ARTICLE
How the wcath:. affects the pain of citizen scientists using :
smartphone ap
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Patients with chronic pain commaonly believe their pain is related to the er, Scientific e 1o support their beliefs ks
tting a large dataset of patients freque ing thesr pain
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Patient & Public Involvement (PPI)
in a Digital Age

An overview of AHSN activity and learning
Hildegard Dumper, PPl Manager, West of England AHSN

CLOUDY

WITH A CHANCE OF

P A I N




Including all
perspectives
and skills

All televant views and

Respecting
and valuing the
knowledge of all
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W) Check for updates

CO-PRODUCTION OF KNOWLEDGE

Co-production of knowledge: the future
A new collection highlights the role of co-production in strengthening health systems

5 Redman, ' T Greenhalgh, - L Adedokun, * 5 Stanisrewska, * S Denegri, © on behalf of the Co-production

of Knowledge Collection Steering Committee

Co-production is a collaborative model of research
that includes stakeholders such as patients, the
public, donors, cliniclans, service providers, and
policy makers. It is a sharing of power, with
stakeholders and researchers working together to
develop the agenda, design and implement the
research, and interpret, disseminate, and implement
the findings.

Coproduction has been embraced because of its
potential to improve the quality and relevance of
research and its effect on policy and practice.’ ' This
s nicely captured in the Thai concept of the “triangle
that moves the mountain,” whereby researchers,
citizens, and policy makers work together to achieve
change.*

However, co-production is not straightforward; it
requires additional resources and takes much longer
than traditional research.’ It can be associated with
additional conllict, although surfacing and working
through stakehclder conflicts may be highly
productive in the longer term.” Despite the
burgeoning lterature, few studies have evaluated

develop shared expectations. ™ Critically, trust is built
by working together over time—sharing views and
tackling challenges as a team.

Trust is particularly imponant in working with less
powerful stakeholders.” " ' In low and middle
income countries funders and donors may need to
reorient their views to place more trust in local
knowledge'' '; new kinds of funding from USAID
and other donors have supported initiatives to buaild
trust and facilitate co-production.” In Australia,
research involving Aboriginal people has often been
perceived as exploftative, Despite this history, long
term hips, | hip by Abariginal
communities, commitment tocapacity building, and
upfront agreement about who determines priorities
and owns the information can enable trust and
effective co-production.

Thirdly, there is now substantial interest in the
practical requirements for co-production, Including
skills, systems, and incentives. For example, it has
proved possible to build skills and systems (o increase
the use of research by policy agencies™ and to

Hay Woy papeoumod | Z0Z ARMUGEd O U0 pEFU WLQGEL L 0L SE paysiand 181y (TNE

Followir

w ) (3o
Co-Production Collective
@UCL_CoPro Follows you

We are a co-production community where everyone is welcome! Together we lea
connect and champion co-production for lasting change.

© London, UK (& coproductioncollective.co.uk/sign-up Joined July 2019

The rise of co-production
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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

INVOLVE

.M Abosf INVOLYE  Find out more

Welcome to INVOLVE... N I H R I INVOLVE

o Hhe AP RaEATCH MR W SOABHE Kl B T o) [0

- Aess e sni v

The National Institute for Health Research

Faculty

Research
Board



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 panelsi.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

Celebrating research

= : A ‘:

Tuesday 4 July, 2.30-5.30pm

| Neuro-SysMed




The typical osteoartritis patient

Project
Subohandys Patient engagement
in APPROACH
focused hniisis i

and Dutch Arthritis Foundation)




Networks and alliances

and Innovation

;:4 .! UK Research Apply for funding  Manage your award  What we offer News and events  About UKRI  Our councils | @1, Search

= The Academy of Medical Sciences

/* Y Mews Blog Evems Voices ImvestingacrosstheUK COVID-13  Climate change

= = The Association of Medical Research Charities

= The Association of the British Pharmaceutical Industry

= Cancer Research UK

= Cochrane

Home > Mews > Shared commitment to improve public involvement in research

Shared commitment to improve public = Health and Care Research Wales
involvement in research

= Health and Social Care Northern Ireland
Relatnd conteis = Health Data Research UK

> Public engagement

= Health Research Authority
= Medicines and Healthcare products Regulatory Agency

Subscribe to UKRI emails

s = National Coordinating Centre for Public Engagement

= National Institute for Health and Care Research

= NIHR Applied Research Collaboration (ARC) North East and North Cumbri;
= NHS Research Scotland

UK Research and Innovation (UKRI) has signed a shared

commitment to improve public involvement in health and social care L} Univers iti es UK

research.
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Growing global movement
NIHR | invoLVvE

+ W Cochrane
1 4 Consumer Network

Strategy for Patient-Oriented Research

Ry, N . .¢ Doeth am lechyd
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Involving
Australia

Neuro-SysMed
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» ‘The studies imply a growing interest and -
support for the idea of PPl in health services ,

. AR
and, to a lesser extent, in health research. .- e W e Wt
There seems to be a convergence of N o R AL
conceptualisations of PPl across Europe, S =—— —
with internationally significant areas of Figure 2 Open in figure viewer | #PowerPoint

innovative work taking place in countries
such as the Netherlands and the
Scandinavian countries. However, the
implementation of PPl is highly uneven, and
PPl is not yet firmly embedded or adequately REVIEW ARTICLE @ OpenAccess @ @)
formalised in European healthcare systems
and research, possibly due to a lack of
infrastructure, guidance and support.’

Map showing the geographical spread of included studies across Europe [Colour figure can be

viewed at wileyonlinelibrary.com]

Attitudes and approaches to patient and public
involvement across Europe: A systematic review

Michele S.Y. Biddle BPharm(Hons), MScPH B4, Andy Gibson BAHons, MA, PhD,
David Evans BA, MA, DPhil

First published: 23 July 2020 | https://doi.org/10.1111/hsc.13111 | Citations: 19



# BMJ Open. 2022 May 24:12(5):2063356. doi: 10.1136/bmjopen-2022-063356

How common is patient and public involvement
(PPI)? Cross-sectional analysis of frequency of PPI
reporting in health research papers and associations
with methods, funding sources and other factors

ain Lang 7, Angela King 2, Georgia Jenkins 2, Kate Boddy 2, Zohrah Khan 2, Kristin Liabo 2

Affiliations 4+ expand
PMID: 35613748 PMCID: PMCS131100 DOI: 10.1136/bmjopen-2022-063356
Free PMC article

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

UK COVID-19 research passes one million participants Public

& Publishod: 13032021 (@ Reod Time: Iminctes & Bl involvement
in a pandemic:
Lessons from the
UK COVID-19 public

involvernent
matching service

LEADERS IN COMMUNITY
THE IMPACT OF COVID-19 IN BAME COMMUNITIES

BLACK ETHNIC PEGPLE LIVING IN MORE DEPRIVED
PAKISTAMNI AREAS ARE TWICE AS LIKELY TO
3.20X DIAGNOSIS RATES . DIE FROM COVID-19 THAN THOSE
{ 3. a LIVING IN LESS DEPRIVED AREAS.
ATRisk g S 586 CASES IN

AFRICAN FEMALES PER
100,000

: 3'24x . POPULATION

W ATRISK AN
BANGLADESHI 4

[ ]
| 3.41X w i

100,000
POPULATION

AT RISK
[©) @LEADERSINCOMMUNITY
@ WWW.LICPROJECTS.ORG
W @LIC_PROJECTS LI(



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

Academy Fellow Stephen Holgate
and patient representative Lynn
Laidlaw interviewed together about
our COVID-19 winter policy work
on BBC News in July 2021

“I very much enjoyed being part of the
project and feeling part of something bigger.
The Academy is fantastic at supporting and
facilitating inclusive discussions.”
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Does R&D have arole to play in solving the UK's problems?

In our February 2023 polling, more than 40% think new research is essential to securing the UK's energy supply and addressing
climate change

B New research is essential to solve this problem [l New research is an important part of solving this problem
[ New research is slightly important for solving this problem [l New research will not help solve this problem [ Don't Know

Climate change and damage being done to the environment

Securing the UK’s energy supply and lowering the cost of energy bills

S e
Challenges facing the NHS
I .

The rising cost of living

Improving the quality of education

Poverty and other social problems

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Source: Public First polling for CaSE « February 2023
How important, if at all, do you think new research is for solving the following problems in the UK? n=4,005




Opportunities for engagement with R&D

Self-reported activities in the past six months

m Gender | Age  Socioeconomic group

% with activity ticked 0%

Watched a TV show or film about research e.g. a
documentary

Donated or fundraised for a charity

Read an article in the news about a new piece of
research

Visited a museum or exhibition

Visited a historic site or stately home

Read a book about history

Discussed research with family or friends

Read an article published in an academic journal

Shared something about research on social media

Visited a University e.g. for a talk, to study, to use the
library

Listened to a popular science podcast
Read a popular science book

Taken partin a clinical trial

Visited a science festival or science fair

None of the above

M, 557

All

M

3

e

2=

44

45-54

DE

55-64

o
u
r4:

AB C1 c2

Source: Public First polling for CaSE » July 2022

Which of the following, if any, have you done in the last six months? Select all that apply. n=8,474



Key challenges in public involvement

i)

Embracing equity,
diversity and inclusion

Making it happen
across all forms of
health research

Developing standards,
processes and
incentives

S0, s, ]

Digital Capacity
engagement and building including
adapting to new tools 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



Principle 1: Involve the right people

Principle 2: Involve enough people

NHS

Health Research
Authority

Principle 3: Involve those people enough

Principle 4: Describe how it helps

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

Keep it simple



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

Simon.Denegri@acmedsci.ac.uk
simondenegri@googlemail.com
@SDenegri
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