Trinity College Dublin
Colaiste na Triondide, Baile Atha Cliath
The University of Dublin

PPl in Health Sciences Research
The role of the PPI Ignite Office

Michael Foley
Programme Manager
Trinity PPI Ignite Office

8 March 2022



Colaiste na Triondide, Baile Atha Cliath
The University of Dublin

What is Public and Patient
Involvement?



. . . - TRINITY
What is Public and Patient Involvement? g PPI IGNITE

The Irish Context PPlsvwi.« l OFFICE

Public involvement in research is: “Research

carried out ‘with” or ‘by’ members of the public
rather than ‘to’, ‘about’ or ‘for’ them.”

Health Research Board definition from NIHR
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Participation vs Engagement vs Involvement PP« ll OFFICE

Patients and the public working in partnership
with researchers to plan, design, manage,
evaluate and disseminate research.

Researchers sharing information
Engagement and knowledge about research
usually after it is complete

Patients and the public
Participation are tested as ‘subjects’ of
a study.

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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PPV (Public and Patient Voice); Patient
Involvement; Public Involvement; Public
Engagement

Engaged Research
Co-Creation; Co-Design; Design Thinking

Public Consultation
Citizen Science

Participative Action Research; Community
Action Research

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD )



_ . . .. TRINITY
What is Public and Patient Involvement? gw PPI IGNITE

Beliefs driving PPI PP« ll OFFICE

* Those affected have the right to influence
what is researched and how it is done

* The public, using health services, should
have a say in prioritising publicly funded
health and medical research

* This is about equity across the research
cycle for those who have often been
excluded

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 6
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Laurie Proulx
@ProulxLaurie

Replying to @TO_dpr

To bring meaning to the misery I've suffered. | know
that sounds harsh but it's why it's important that

researchers don't take my involvement lightly or to
engage me meaningfully. Or else, this means suffering
that same misery twice.

11:09 PM - Feb 6, 2021 - Twitter for iPhone
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Joletta Belton @MyCuppalo - 4h
Replying to @TO_dpr

Integration of lived experience (a 'way of knowing’) into our understanding
of pain & complex human conditions is necessary, yet often missing. We
need the science/research, the clinical training/expertise, AND the invaluable

knowledge gained from patient’s experiences & insights
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Metrics for the first 10 months, March — Dec 2021 PPI5v:-« ll OFFICE

1.Training & Workshops 3. Face-to-Face PPI Clinics
e 2021 Delivery: 33 2021 Delivery: 38

=Y Trinity College Dublin
. @ Ml Colaiste na Trionoide, Baile Atha Cliath
1 g

Baaa The University of Dublin

2. Networking Events
e 2021 Delivery: 30

B IRISH RESEARCH COUNCIL
calth An Chomhairle um Thaighde in Eirinn
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Supporting PPl in Trinity OFFICE

Flagship Small PPI Ethics
Impact Mentoring Module
Projects Fund

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 11
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“@" PPl Contributor-led Research

#&%% IDS-TILDA as a Long-term Case Study

Equality, Diversity and Inclusion in Trinity PPI

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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Supporting PPl in Trinity OFFICE

Flagship Small PPI Ethics
Impact Mentoring Module
Projects Fund

Capacity Building

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD 13
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* The PPI Ignite Office wants to further embed the capacity for PPI within
the Schools, within the programmes and within events

* Itis afinite resource so it will encourage activity through the PPI Ignite
Office rather than from the PPI Ignite Office

* By the end of the programme, the functions of the Office should be

absorbed into the infrastructure of Trinity

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD
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Building Capacity — Online Module PP« ll OFFICE

Faculties and Schools Courses Research A-Z

E ] Trinity College Dublin
Pl R cotasste na Tronside, Baite Atha Chisth
PRty e miversity of Dubil Search Trinity Centre for Ageing and Intel

Trinity Centre for Ageing and Intellectual Disability

= Menu Home About TCAID: In Focus Research Collaborations NIDMS People Contact

What is Public and Patient Involvement (PPI)?: Trinity PPI
Ignite Introductory Module

This module introduces the researcher to public and patient
involvement (PPI) in health-related research.

It encourages researchers to use their skills and knowledge in order
to bring the voices of patients and members of the interested public
into the research cycle in a way that is satisfying for all concerned
and of benefit to the research.

Section 1: Introduction to PPI Section 2: Planning for PPI > Section 3: Implementing PPI

What is PP1, where it occurs in the research cyde Planning your PPl activity and communicating it in Implementing your PPi plans across your
and why PPI contributors get involved your funding application research cycle

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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HETWORK

Resources

Templates
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Building Capacity — Resources PP« ll OFFICE

MAKING A START:
2o A toolkit for research charities
HOW T0 - to begin a PPl relationship

B GUIDE 3

4 »l

[ 71 St

HOW TO GUIDE TO ENGAGED = A TOOLKIT FOR CHARITIES TO ~ A FRAMEWORK FOR ENGAGED
RESEARCH ONLINE WORKSHOPS - BEGIN PPI RELATIONSHIPS N RESEARCH

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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Building Relationships in 2021 PPI1vs-« B OFFICE

SPHeRE

U
I P P o S I Structured Population and

Health-services Research Educatid

VERDICT FROM A CITIZENS' JURY ON
ACCESS TO HEALTH INFORMATION

e RN S TR T e m———

HOME ABOUT v APPLY TO SPH

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 18
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Questions from the Schools PPlsvwi.« l OFFICE

* How researchers can build their own networks

 How to involve patient groups and research charities

* How to involve patients and the public from the beginning, particularly
when you already have many years of experience

* What ethical implications must be considered for PPI activity

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD 20
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I
STAKEHOLDER
IDENTIFICATION

General Public

Potential .
Civil
Partners Society

Credit: National Co-ordinating Centre for Public Engagement - UK

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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Stakeholder Mapping PP« ll OFFICE

POWER
BROKER

INFLUENCER

Kee :
: P Engage with Adapted from Mendelow, A. L.,
informed "Environmental Scanning--The Impact of
the Stakeholder Concept" (1981). ICIS
1981 Proceedings. 20

for influence

POWER
PUBLIC INDICATOR

Keep an eye Engage with
for movement BER{eIf[aNI4a1

—

IMPACT

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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Existing Communities PP« ll OFFICE

Y o

Communities of

Place

Communities
of Practice

Communities of Interest

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD 24
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Existing Communities PP« ll OFFICE

Who are they?

Funders

Colleagues
Clinicians Communities

Where are they?
Public Events

Public Consultations
Charity AGMs

Civil & Public Servants
Politicians
Advocates

Research Charities
PPl Contributors

Online Events
Twitter
Facebook Support
Groups

Do these communities
know you exist?

How could you be visible to
them?

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD 25
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Research Charities and Patient Representatives PPI1vs-« B OFFICE
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Research Charities and Patient Representatives PPI1vs-« B OFFICE

Dedicated Research or Involvement Staff
A * PPland Research Budgets

. 0+ Existing PPI Panels or Support Groups

] National Networks

o0l * Insight due to working with large numbers of
patients, families

Their own national research & policy agenda

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 29
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Passionate advocates

e Access to otherwise difficult-to-reach patients,
families or carers

* Run on trust and personal relationships

e Often funded by those involved

e Grateful for interest in their issue

e Often over-committed and managing multiple

issues

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 30
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e Rare disease charities can be
small but international

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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Research Charities and Patient Representatives PP« ll OFFICE

c European Cancer

Patient Coalition

* European and International
bodies can provide
connections and inspiration

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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Agenda Setting

A 7 Irinity College Dublin
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Trinity College Dublin, The University of Dublin

B Health
Research
Board

WHAT'S NEXT
IN AUTISM
GENOMICS*?

Sharing 20 Years of Autism
Research Progress, Potential &
Opportunities for Public
Involvement

@PPI_Ignite_TCD
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PPl IGNITE
OFFICE

PPl o

JOIN THE CONVERSATION!
THIS FREE EVENT IS FOR
ANYONE INTERESTED IN
AUTISM RESEARCH

10AM - 2PM

26TH FEBRUARY 2019

TRINITY INSTITUTE OF
POPULATION HEALTH, TALLAGHT,
DUBLIN 24

* Genomics means the study of our
DNA. Don't worry, we will explain it on
the day!

34
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Agenda Setting PP« ll OFFICE

Ttlultyc:llqemnbun B Health
e

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 35
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) mmmmit LR R V * This event brought a new generation of autism
researchers together with people in the autism
I community
C * |t gave the community an insight into the latest
Sh on autism genomics
Re * |t provided a space where people could ‘come to
O . .
i help’ with offers of time, money, etc
* |t showed that Trinity was a ‘good neighbour’, a
potential ally and willing to listen as well as to
i tell

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD 36
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Agenda Setting PP« ll OFFICE

James
“C|l Lind
o Alliance

Pricrity Setting Partnerships

m About the JLA m Top 10s | JLA Guidebook News and Publications m

You arg in: Home

The James Lind Alliance

The James Lind Alliance (JLA) is a non-profit making initiative established in 2004. It brings patients, carers and
together in Priority Setting Partnerships (PSPs) to identify and priontise the Top 10 unanswered questions or evi
uncertainties that they agree are the most important.

The aim of this is to make sure that health research funders are aware of the issues that matter most to the pe
o use the research in their everyday lives.

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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Priority Setting Partnerships

You arg in: Home

The James Lind Allianc

The James Lind Alliance (JLA) is a non-profit mal
together in Priarity Setting Partnerships (PSPs) ¢
uncertainties that they agree are the most importi

The aim of this is to make sure that health resear
o use the research in their everyday lives.

"W

7)) § TRINITY
pw> J PPIIGNITE
PPL.3s.« B OFFICE

No research is ‘starting from scratch’

PPl contributors are not telling researchers what
to research

Agenda-setting activities help researchers to
understand what are the current priorities for
PPl contributors

They can also begin a useful relationship that can
create new opportunities for the research team,
for the contributors, for the sector, for the
university

S BESNSSAN G 4 WA

Trinity College Dublin, The University of Dublin

@PPI_Ignite_TCD 38
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Differences in relationship PPL OFFICE

PPl contributors often share personal experiences

The PPI relationship may be more in-depth and longer lasting than
the participant interaction

PPI relationships can change and evolve over time

It may not be fully clear at the beginning what the roles,
responsibilities and expectations are on either side

As this is more of a partnership, there are issues around
recognition, acknowledgement, IP

32 W Trinity College Dublin
n = Colaiste na Triondide, Baile Atha Cliath H
%,i% The University of Dublin @PPI—lgnlte—TCD a1
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Values Identified by PPI Ignite
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Empowerment
& Power

Sharing

Collaboration
& Partnership

Flexibility

[Transparency

Equity &
Inclusion

i f

W Trinity College Dublin
jﬁ Coléiste na Trionéide, Baile Atha Cliath
#ﬁé The University of Dublin

@PPI_Ignite_TCD
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Differences in relationship PPL OFFICE

PPl can often be an iterative process which does
not lend itself to a clear pre-defined protocol.
How do we ensure that a research team acts
ethically with its partners and stakeholders?
Who is best placed to review this work, to
consider legal, moral and reputational risk and to
handle complaints?

What responsibilities does the institution have in
facilitating these relationships?

32 W Trinity College Dublin
n = Colaiste na Triondide, Baile Atha Cliath H
%,i% The University of Dublin @ PPI—lgnlte—TCD 43
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