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Subject

noun noun: subject;
plural noun: subjects
.

a person or thing
that is

being discussed,
described,

or dealt with.
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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.

NIHR |

National Institute
for Health Research



INVOLVE's re-working of Arnstein’s ladder...

Co-production Doing with
in a equal and
Co-design reciprocal partnership

Engagement

Doing For
Consultation engaging and
Invoiving people
Informing
Educating Doing To
=Tailail=latL: +f ol g Fglat
Coercion RIENLS OF Servic

A Ladder of Citizen Participation.—S R Arnstein. (1969) Journal of the American
Institute of Planners, 35(4); 216-224. http://lithgow-schmidt.dk/sherry-
arnstein/ladder-of-citizen-participation.html
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........ its all about including the patient, carer and
public ‘voice’ in research
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The world of research works better with
patients, carers and the public involved




NIHR’s approach to public involvement
2006-2019

» Core part of NIHR vision, mission and objectives for doing the best research
Essential to helping us define future research agenda and priorities

Integrated throughout our funding, infrastructure and activities
Clear expectation set with researchers and institutions in application process
Aim to provide funding and help to support involvement

Increasing focus on understanding and demonstrating impact

“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)
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I NHS
N V 0 LV E I N vo LV E National Institute for
Health Research

Est.1996. Funded by, and part of the
National Institute for Health Research (NIHR) since 2006.

National Leadership Areas Guidance on

- Diversity & Inclusion co-producing a research project
- Learning & Development

- Community, partnership, networks (Co-production, Intl PPl network)
- Standards (with NIHR CCF)

Resources, Tools & Guidance

- National enquiry service

- People in Research: matchmaking

- Briefing notes for researchers/resources
- Benefits advice service
@NIHRINVOLVE, www.invo.org.uk
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http://www.invo.org.uk/

NIHR ‘Going the Extra Mile’ 2015 -2025

A population actively involved in research to improve health and wellbeing for themselves, their
family and neighbours.

Objectives:

* Improving access to NHS research = Lo Production?

Increasing the diversity of our community
Developing public involvement standards
Supporting learning and development

Enabling regional and local collaboration

Impact = reach, relevance, refinement, relationships
Emphasising co-production and new methods
Maintaining our global reputation
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Defining what good looks like —

UK public involvement (PPIl) standards
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NATtONAL STANDARDS
for PUBL1C INVOLVEMENT

Standard 1: INCLUSIVE OPPORTUNITIES

We offer public involvement opportunities that are accessible and that reach
people and groups according to research needs.

Standard 2: WORKING TOGETHER

We work together in a way that values all contributions, and that builds and
sustains mutually respectful and productive relationships.

Standard 3: SUPPORT & LEARNING

We offer and promote support and learning that builds confidence and skills for
public involvement in research,

Standard 4: COMMUNICATIONS

We use plain language for timely, two way and targeted communications, as
part of involvement plans and aclivities.

Standard 5: IMPACT

To drive improvement, we capture and share the difference that public
involvement makes to research.

Standard 6: GOVERNANCE

We involve the public in our governance and leadership so that our decisions
promote and protect the public interest.

Cr

(I’he standards are: \

\ resources such as case studies, public invelvement checklists, and /

* a description of what good public involvement in research looks like

* designed to encourage self reflection and learning, including where
lessons have been learned when public involvement has failed to lead
to expected outcomes

a tool to help people and organisations identify what they are doing
well, and what needs improving

intended to be used with any method or approach to public
involvement in research

adaptable to your own situation and can be used alongside other

toolkits.

[

iLx
NATTONAL STANDARDS

for PUBL1C INVOLVEMENT
Official Test Bed Site 2018-19
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Public involvement - making it happen

BN T T

Leadership ' Infrastructure ; Practice
* Policy ‘;  Training  Demonstration
* Professional ﬁ e Tools  Measurement
e Patient = ¢ Awareness e Coordination
Y
- -
-
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Our community

What's it like being involved in NIHR research?* National
Survey 2019

e We have a strong, supportive and highly motivated public involvement
community

e Vast majority feel they make a difference and that their contribution is valued

e People form their view about research and the NIHR based upon their ‘local’
relationship

e They are partnership builders fulfilling a range of roles for us and other bodies

* Diversity remains a significant issue for us — age, ethnicity etc.

* There is considerable variety and inconsistency in practice ‘Sometimes, but...”

e Communications, feedback and acknowledgement areas for clear improvement

*
Full survey results expected to be published May 2019 (n=809)

N I H R | National Institute
for Health Research



Experience - Worked with other organisations (N=575)

Key points:
e 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



Involvement - Extent and range of (multiple) activities

43%
32%
22% 22%
16% -
11% |
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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]



Institutional commitment

- UCLH Biomedical Research Centre (BRC) [l g B
« £111M from NIHR over 5 years Vi :
« Public involvement strategy and plan a Celebrating

o : Research |
* Pre-requisite for funding e o <tall af UGLH's |

IC | - R h Open D
v'Public involvement as a cross-cutting theme [l

v'Dedicated PPl team and budget
v’ Community panels for each theme i.e. dementia
v'Strong focus on researcher training and support
v'Increasing emphasis on community outreach
v'Strategic partnerships — In2Science, Yale
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Careers, training, learning and development

NIHR Academy

* NIHR Infrastructure Doctoral Training Camp
e ~ 80 early career researchers / 3 days
Includes PPl workshops, PPl surgery sessions,
advice and guidance from public advisors,

scrutiny from public panel member

“My key |earning point from Thank you to the pUblIC and
today is ... PPI. | am a lab based = patient advisor for useful
researcher and have never feedback. Meeting

heard about PPI before; though = constructive and comments
| was not very convinced about  incorporated into our plan.
PPI, by the end of the course | NIHR Trainees

definitely was!
NIHR Trainee

NIHR |
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A really useful meeting which has helped us
really think about how we explain complex
ideas in our study design. Good to meet the
panel. NIHR Trainees
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Research relevance - informing ﬂ{aﬂées B
. . ) |
research pI'IOI’ItIeS ‘.-*‘-‘.- Alliance EARCHPRIORITES

Sight Loss and Vision

James Lind Alliance Priority Setting Partnerships
(PSPs) established 2006

80+ completed PSPs -including alcohol-related
liver disease, womb cancer and autism

James : .
. - ‘A lind
29 + active: Type 2 Diabetes, G“ . y—
Emergency Medicine, Young People,
Heart Surgery, Mental Health

Palliative and end of life care _2016 ca]_l '_:or ?pphca_tlnlms

Canada, Netherlands, Germany, Australia
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Research relevance — visual impairment

« Sight Loss and Vision PSP — published May 2013
 Fight for Sight: over £11,000,000 awarded to over 180 projects

 NIHR: £2,000,000 for three clinical trial addressing priorities in cataract,
glaucoma and keratoconus

e Macular Society: £700,000 grants for 12 projects

« 2 NIHR horizon scanning reports for new and emerging treatments
(corneal disorders and inherited retinal diseases)

o Multi-charity partnership formed to address the top priority in AMD
o www.Sightlosspsp.org.uk
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http://www.sightlosspsp.org.uk/

Involvement

across th e Reporting public involvement since 2012
research ==
pathway

INSERT GMC LOGO

Fhiitih :
TYTTY IR

www.nihr.ac. uk _

forms, information CEE T
sheets

Develop researg
questions

The 100,000 Genomes Project

Clinical d Secure Ethical Conduct | Policy l N FO R M ATI O N FO R C H I L D R E N

problem approval change

Join study steering o What children need to know about
Select patient committee strategies to Contribute to Shape changes in :
orientated outcomes Assist in developing troubleshoot problems| |nterprest|r||ts; Sy . :U:;rauﬁnm‘l{ our p roj ect
data cellection forms (e.g. recruitment) resy e onal palicy
Mlanchester -3
Atademic Health | Genomics ==.
AU Sl evelop plain language Version 1.1 Date 01/07/16 © s==as-

Develop funding
applications
Bacome 2 co-applicant]

- : application summaries
rch question PP Assist in data analysis

_-oritisation Develop participant Disseminate outcomes|

information literature via other media

PPI representatives

"The unique mobile hearing van will aliow us to take our research
out to families, and this should mean more of themn will be able to
participate in this much needed study”

- Professor Kevin Munro, Ewing Professer of Audlology

The life cycle of a research project and areas where PPl representatives can contribute to the processes that researchers are undertaking.
1 clinical practice; PPI, patient and public involvement.

vioss 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.
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Involvement to improve people’s access to
NHS research




‘Every willing patient a
research patient’

83% of the public say that health
research is very important.

But 32% do not think research
opportunities are offered in their local
hospital and almost half do not know

Top 3 research priorities for the UK —
cancer (68%), dementia (58%), genetic
diseases (32%).

Figures taken an HRA/NIHR Omnibus Survey 2017 to be published in March 2018:
https://Iwww.hra.nhs.uk/about-us/news-updates/survey-finds-strong-public-support-health-research/

NIHR | o researen NHS |

Be Part of Research

I'mlooking for research about

'.. BE We are here to help you find out about
PART OF health and social care research that is
RESEARCH taking place across the UK.

[ What is research? ] [ ‘What are the benefits of research? l [ ‘What doas taking part imvohie? l
[ What if | don't have a condition? ] [ Are there other ways to help? l [ Hovwi can | promote research? l

-w
Real life stories
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Patients and the

public

Opportunities

Why joining in makes a
difference

How to join in
The Research Cycle
Join a study

UK Clinical Trial
Gateway

NIHR Bioresource
People in Research

Shape a research
project

Suggest a research
topic

Review a research
application

Join an advisory panel

Patient Research Ambassadors

Patient F«Tt—-:-‘search Ambassadors

What is a Patient Research Ambassador?

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 is willing to communicate that to other patients,
the public, as well as other healthcare professionals.

Why do we need Patient Research Ambassadors?

We would like to involve both patients and NHS researchers to recognise the
importance of research in delivering health care. As a Patient Research Ambassador
you can help to ensure that people using local NHS care have the best opportunities
and choices about taking part in research studies.

Many of us are already Patient Research Ambassadors

NIHR | i Researen

24



Jain
dementia
reésearch

Homa | bod B wrvice Heowr i woric Witry slgn wp ¥ |

Walcome to 'Joln dementla research’, a place to » signup
register your Interest In particlpating In dementia :
research. ) Sign up for someone else

¥ o rmadhy hirew an ooy et koagen

ATFPDE, WL O ST GRTTWRTAL T} NJENE B i eORPDis OF i BOF Iarare it
oty i Pty ey us s P Ter] Wl o0 B Pl o ugipeetig vilel ivsednth

Koy things pou should know aboud Re
nervice

Public involvement
Input has ensured:

Clarity of purpose
Mission focus

Better design:
‘service’ v ‘research’

‘Political’ support
Awareness
Partnership

NIHR | i Researen



Join Dementia Research in numbers &;’om

dementia
%0
°8°8
Q 9 099
Q 9999
9°9°9°9
o°o°o°

research
916 253 102 29%

trained researchers NHS, University & commercial studies open to of volunteers have
using the service sites have used the system recruitment participated in a study

Sesess2ss020es Trrreeeeren

ssssssssasssss rerrraeenee ' [
HEGHEHE Q0000000000

ssassssasssses TrreeRennen
80,779 40,286 371 12,881

volunteers screened total volunteers studies have recruited participants enrolled
for studies in studies to date

These statistics are accurate as of 31 March 2019
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Improving access, increasing opportunities

— N

@y

L 4

Before JDR | knew how
to find a study to
participate in

JDR has made it easier
to get into a study

Research

https://www.stepupfordementiaresearch.org.au/

0%

50% 100%

B Yes W No & Notsure

dementia

Join
& research
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‘The aim of patient and public involvement ﬁ@;ﬁ)ﬂéﬂ
IS to Improve the quality, feasibility and RESEARCH
translational value of research...[This] is cgine for R

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,’ ‘ ii

The Guardian, 16/09/13 Paper reference: Ennis, L. et al. ‘Impact of patient involvement V‘r

in mental health research: longitudinal study’ British Journal of Psychiatry
(Sept 2013) doi: 10.1192/bjp.bp.112.119818
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Measuring the impact of PPI
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NIHR IMPACT: improving the health and wealth of the
nation through research

Internal operatic
info requests/a

‘current/recent

1

Range of
resources

\

EA .. EPRiSM S
= L e - J
B e
E&AJE\ :

The National Institute for
Health Research at 10 years
An impact synthesis

The NIHR Invention for
Innovation (i4i) programme
A raview of progress

and contributions fo
hnologi:

a

Eur

Variety of purposes

Sonn Marjamouic. Jochm Kispals, Soka Sosa, Sophis CastoClarks,

e

Interrelated drivers for understanding our impact:

- Evidencing patient and public benefit
- Justifying research investment
- Demonstrating a difference from research

- Understanding the part we play in the wider health research
ecosystem - coproduction and the impact of our
policies/approaches e.g. Athena SWAN, PPIE, social
networks, digital

- REqazeﬁismMadenlng and deepening
the,daﬁaumamafdmpact
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Where does PPI fit?

 Develop and agree a definition of public involvement impact — akin to the overarching
ambition for PPI in the NIHR Value Framework? (aligned with GtEM & NIHR Strategy)

* NIHR public contributors feedback exercise — will give us a sense of how far we are from
achieving our ambition

« Facilitate a ‘Community Conversation’ on impact — sharing best practice and stimulating the
community to pull together in the same direction.

* NIHR ‘microsite’ to share — creating systems to identify, collate and curate examples of
impact
» UK standards for public involvement & PPI routine data — understanding what we have

already got, how we can use data to greater effect and highlight what where the gaps are to
direct future work.

» Case studies/ stories: Develop a framework for refreshing and reporting case studies
tailored to the interests of specific audiences

* Opportunities to share the load — nationally/internationally.

N I H R | National Institute
for Health Research



Defining what good looks like — UK public involvement (PIl)

standards

Ok

NATHOMAL STANDARDS
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NATtONAL STANDARDS
for PUBL1C INVOLVEMENT

Standard 1: INCLUSIVE OPPORTUNITIES

We offer public involvement opportunities that are accessible and that reach
people and groups according to research needs.

Standard 2: WORKING TOGETHER

We work together in a way that values all contributions, and that builds and
sustains mutually respectful and productive relationships.

Standard 3: SUPPORT & LEARNING

We offer and promote support and learning that builds confidence and skills for
public involvement in research,

Standard 4: COMMUNICATIONS

We use plain language for timely, two way and targeted communications, as
part of involvement plans and aclivities.

Standard 5: IMPACT

To drive improvement, we capture and share the difference that public
involvement makes to research.

Standard 6: GOVERNANCE

We involve the public in our governance and leadership so that our decisions
promote and protect the public interest.

Cr

(I’he standards are: \

\ resources such as case studies, public invelvement checklists, and /

* a description of what good public involvement in research looks like

* designed to encourage self reflection and learning, including where
lessons have been learned when public involvement has failed to lead
to expected outcomes

a tool to help people and organisations identify what they are doing
well, and what needs improving

intended to be used with any method or approach to public
involvement in research

adaptable to your own situation and can be used alongside other

toolkits.

[

iLx
NATTONAL STANDARDS

for PUBL1C INVOLVEMENT
Official Test Bed Site 2018-19
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Measurement and evaluation

Relationships, partnerships, collaboration




Is your contribution valued by the NIHR?

Qu 8. Is your contribution  “Yes ‘| feel that it has been
valued by the NIHR? (N=618) appreciated by the teams that |
work for, but | haven't had
direct contact with NIHR to
know what they think.”

mYes(®3%) | 1o “l think it is valued but it is not

= No (1%) always clear that it is or why.”
m Sometimes ]

(15%) e “Sometimes researchers have
= Don't know given the impression that they

(19%) : : .
are involving the public

because they have to 'tick the
box'".”
[Comments from respondents]




Do you think you are making a difference?

Qu 11. Do you think your
involvement made a
difference (N=607)

® Yes (69%)
= No (3%)

Sometimes
(15%)

m Don't know
(13%)

“Yes but can only tell when you
get feedback which | have
mostly but not always had....

Quite often the feedback is that
It was very useful but then there
IS little or no indication after the
event of anything happening as
a result. ... it may just be a task
too many but lack of feedback
makes it difficult to know
whether my involvement is
useful”

[Comment from a respondent]




What difference you would like your involvement to make
(N=519)

Final outcome: result in tangible changes to the health care system —
improved services and better treatments for patients

By:
e influencing the research itself — inclusion of patient voices - improving the
quality and relevance of the research

e supporting research participants in clinical trials or studies — better
understanding of and access to taking part in research.

e working with researchers — acknowledging the benefits of involving
patients in their work

e producing information about research for the public - providing accessible/
easy to read articles / presentations



Creating a culture of learning — feedback, the missed
opportunity

NIHR Survey

» 45% of respondents (n=607) said that they did not, sometimes did or didn’t know if they had received
feedback on their contribution

* 51% said (n=608) they had never, only sometimes or did not know if they'd been asked for feedback on the
contribution they had made

NIHR CLAHRC East of England
» Reciprocal relationships and the importance of feedback in patient and public involvement: A mixed methods
study. Mathie et al: https://onlinelibrary.wiley.com/doi/pdf/10.1111/hex.12684

» Acknowledgement only versus opportunity for learning.

“[I[ can only tell [if | have made a difference] when you get feedback which | have mostly but not always
had....Quite often the feedback is that it was very useful but then there is little or no indication after the event
of anything happening as a result. ... it may just be a task too many but lack of feedback makes it difficult to
know whether my involvement is useful”

N I H R | National Institute
for Health Research
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What does the future hold?




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-creatio
Mobilisation
The community
Public heaith, social care research
Outcomes
Citizen driven, Grassroots
Collaboration
Digital, tech, Al, social media
Consumers

Global movement — thinking ‘globally acting
locally’

Charities and industry
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‘Reaching Out’ to diverse
communities e e

National Institute for
Health Research

 Pilot programme launched by INVOLVE and the
Research Design Service (RDS) in 2018

« Aim is to encourage the development of new public
Involvement and engagement relationships

 Emphasis is on parts of the community who are not
usually, or consistently, involved in health, social care
and public health research

o Four pilots — RDS South Central, RDS North East, RDS
Yorks & Humberside, RDS Eastern Region

N I H R | National Institute
for Health Research



The future will be about empathy and coding

a)
RTIFICIAL INTELLIGENCE:

Al should/shouldn’t be used for...

Al should be used for

H Al should not be used

Helping to diagnose diseases 45% 21% Dont know

Taking on tasks usually

performed by doctors/nurses i

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

Research Involvement

( BioMed Central
and Engagement

The Open Access Publisher

PMCID: PMC5611650
PMID: 28062537

Res Involv Engagem. 2017, 3: 12
Published online 2017 Aug 1. doi: 10.1186/540900-017-0063-1

Tea, talk and technology: patient and public involvement to improve
connected health ‘wearables’ research in dementia
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There are a growing number of mobile phones, watches and electronic devices which can be worn on the
body to track aspects of health and well-being, such as daily steps, sleep and exercise. Dementia
researchers think that these devices could potentially be used as part of future research projects, for
example to help spot changes in daily activity that may signal the early symptoms of dementia. We asked a
range of older people, including people living with dementia and their carers, to participate in interactive
discussions about how future participants might find using these devices as part of research projects. We
also invited volunteers to borrow a range of devices to test at home, giving them further insights.
Discussions revealed that people were generally supportive of this type of research, provided they gave
informed consent and that devices were discreet, comfortable and easy to use. They also valued technical
support and regular feedback on study progress to encourage ongoing participation. These findings were
used to develop a pool of devices for researchers, with computer software and written guidance to help
plan, design and support studies. Our work shows that when given the right opportunities. people who are
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Partners In shaping research

2017/18 Milestones:
 More than 700,000 people in clinical studies
e Public involved in the design and delivery of 100% NIHR research

* Over 80% of contributors feel their involvement has made a difference to NIHR
research

UK ‘PPI’ Standards launched at the AMRC/ABPI ‘Patients First’ event in March 2018

e Guidance produced on co-production, diversity and inclusion

* Pilot service launched for industry partners to involve patients

 New international PPI network set-up and active programme of Community
Engagement and Involvement in NIHR Global Health Initiative
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Follow #WhyWeDoResearch on Twitter
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