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Public Engagement

Our aim is to support the Science Foundation Ireland objective: ‘To have the most engaged and scientifically informed public'
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PPI Ignite was born...

* Open call 2017
* 350K x 5 Universities

(Dcu, NUI G, TCD, UCD, UL)
* March 2018
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Did we know all the answers at the star?

(an

R A4V
* We didn’t even know all the questions!
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What is public and patient involvement?

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

“Nothing about us, without us”

Involve Organisation UK

WWW.IiNvVo.org.uk

LR,



PPl spectrum of involvement

Initiates the research and leads the study — full control

Initiates the research and 1s involved throughout the _
process — joint decision making Q@O’Q

Plans jointly with a defined role / level
of decision making

Is consulted throughout the
research process

Recetves @
information
<&
< -
&
IHRF 2015
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Arnstein’s seminal work 1969

Arnstein’s Ladder of Public Participation

Degrees of
citizen power

Degrees of
tokenism

No power

IGNITE

o Continuum of power sharing.

o Different degrees of citizen
participation

o Starting from the lowest rung of
manipulation to highest level of
citizen control where power 1s
transferred from government to the

people.
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Roger Hart’s (1992)Ladder of Young People’s
Participation

Youth nitiated - shared \
dacisions ,

Youth initiated and directed Participation

Consulted and informed

Assigned but mformed

TokaSm Non ’ PMICD&UOn

Decoration
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|AP2 Spectrum of Public Participation

Co-design
Spectrum

Collaborate
‘We will keep you ‘We will keep you “We will work with ‘“We will use your ‘We will create | ‘Let’s work together ..
informed about what | informed, take on you to make sure expertise to help what you decide’ ' to understand and
we decide to do’ your feedback and your concerns and create the final solve this problem
let you know how hopes are included solution to the best from start to finish’ 23
it was incorporated in the final decision’ extent possible’
in what we decided
to do’

stewart-liabo-expe...pdf

& 10.1258-jhsrp.201...ppt

A tomlinson-PPI-in-....pdf

A

LayReview-Questi....pdf

A

Patient Engageme...pdf | Showall ‘
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PPl spectrum of involvement

Initiates the research and leads the study — full control

Initiates the research and 1s involved throughout the _
process — joint decision making Q@O’Q

Plans jointly with a defined role / level
of decision making

Is consulted throughout the
research process

Recetves @
information
<&
< -
&
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What level of involvement you are aiming to achieve?

* [f you are aiming to move beyond “Tokenism’ to ‘Partnership’ in your
research project then...

Do whatever it takes to

Increase Ownership

Ref: Dr Jon Salsburg, UL PPI Summer school 2018
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Who is involved?

PPI Ignite
Programme Office

IGNITE

#PPI1Galway2018
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Who is involved?

PPI Ignite
Public

See later!

Adyvisory
Panel

NUI Galway
Steering
Committee

NUI Galway
Researchers

PPI Ignite
Programme Office

PPI Catalysts:
NUI Galway
& Community

PPI Ignite
Partners

Members of
the public &
patient
organisations

#PPIGalway2018
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Who is involved?

PPI Ignite
Public
Advisory
Panel

NUI Galway NUI Galway
Researchets Core Team

See later!

PPI Ignite
Programme Office

PPI Catalysts:
NUI Galway
& Community

PPI Ignite
Partners

Members of
the public &
patient
organisations

#PPIGalway2018
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Who is involved?

PPI Ignite
Lay Panel

NUI Galway NUI Galway
Researchets Core Team

PPI Ignite
Programme Office

PPI Catalysts:
NUI Galway
& Community

PPI Ignite
Partners

See later!

Members of
the public &
patient
organisations

#PPIGalway2018

B Health
Research
Board




Who is involved?

PPI Ignite
Lay Panel

NUI Galway NUI Galway
Researchets Core Team

PPI Ignite

Programme Office

PPI Catalysts:
NUI Galway
& Community

PPI Ignite
Partners

Members of
the public &

patient
organisations

#PPIGalway2018

Invite public and
patient
contributors to

partner with us on
our PPI journey




Who is involved?

PPI Ignite
Lay Panel

NUI Galway NUI Galway
Researchets Core Team

PPI Ignite

. PPI Ignite
p PSS Programme Office
National,
international PPI Ignite PPl fag:}z:;;
Academic Partner & Community

Patient Members of
. o the public &

or g anisations patient
FOCUS areas organisations

#PPIGalway2018
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Who is involved?

Business
Engineering

Health Sciences
Health economists ST ——
Medicine Researchers Core Team
Medical devices

Nursing
Social sciences

Psychology S——
Etc etc etc.... Partners

PPI Ignite
Lay Panel

PPI Ignite
Programme Office

PPI Catalysts:
NUI Galway
& Community

Members of
the public &
patient
organisations

#PPIGalway2018
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Public advisory panel
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http:/ /www.nuigalway.ie/ppi/ case-studies/pap/
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PPl Ignite @ NUI Galway Steering Committee

#PPIGalway2018
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PPI Ignite Catalysts

AN | ( * Dr Michelle Queally, Health Economics and Policy
GNI Analysis Centre NUI Galway

* Dr Ruth McMenamin, Speech and Language Therapy
* Dr Oonagh Meade, Health Behaviour Change Group
* Prof Martin O’Halloran

Techrete Professor of Medical Electronics,
Director of the Translational Medical Device Lab,
Non Executive Director Biolnnovate, Health Innovation Hub Ireland
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Challengesand Perspective

Supported by the HRB

riday, 30 AUGUST 2019,
by

EMPOWER open day Oct 2018
PPI capacity building for the public

PPI contributors helped to co-develop
and co-deliver our PPI study days
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1 9 Annual PPI conference
e e 2016-2020

[| @0o
) ®eee

|3 e

Capacity building

Emphasis on public/PPI audience and
contributing

000 jieairi eseancy s0ARD
:ﬁ?.’ Primary Care CTNI

Conducting clinical trials
i d
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Capacity building

The Patient Effect documentary

D — The Patient Effect

Documentary screening in the
s ARD Family Resource Centre, Doughiska

12noon, Thursday 21st of November

This documentary tells three personal
stories of patients working with
researchers at NUI Galway and
University College Cork.

Come along, enjoy an interesting film
and hear about something new!

02/03/2021
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Capacity building
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account

> Visitors % OE Gaillimh SEARCH D

UMINVERSITY ABOUT COLLEGES RESEARCH & BUSIMESS ALUMNI, FRIENDS COMMUNITY

COURSES LIFE NUI GALWAY &SCHOOLS INNOVATION & INDUSTRY & SUPPORTERS ENGAGEMENT

HOME 3 PUBLIC AND PATIENT INVOLVEMENT IN RESEARCH (PRI} > PRI RESOURCES

PPI| RESOURCES

Overview
Getting started: what is PPI? +
Supporting researchers
Planning PPI +
Supporting the public
Budgeting for PPI +
PPI resources
Settingup a PPl group +
Mews
PPl in your PhD +
About us
Links to other PPI Ignite programme offices +
PPI Case Studies
B Health
02/03/2021 Research

Gaillimh
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Community Engaged Scholars (CES-P) pilot Programme

| / 1) Irish ME/CFS Association with Dr John Cullinan

|
|
|

https:/ /www.youtube.com/watch?v=GHu2MI.AAZ

,

RESEARCH GROUP Fighting Heart Disease & Stroke

2) ?@ HEALTH BEHAVIOUR CHANGE CR vi
@

3) Ruth McMenamin & Stroke Support Group
Ballinasloe
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https://www.youtube.com/watch?v=GHu2MLAAZ7s
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National
PPl Network




| Our PPl Journey

National Network




Lead Sites & Local Partners

DCU

NUI Galway
OE Gaillimh

s UNIVERSITY OF
University College Cork, Ireland LI M E R I C K
Colaiste na hOlIscoile Corcaigh OLLSCOIL LUIMNIGH

=T Trinity College Dublin
E :Ig & Colaiste na Trionoide, Baile Atha Cliath
The University of Dublin




Lead Sites & Local Partners

DCU

l J NUI Galway

4 OE Gaillimh

Example: UCC Partners

INFANT

Family Carers’ Ireland

Cork City Of Sanctuary
. . - S 2 UNIVERSITY OF
HRB Clinical Research Facility untvarary S Cor, votons LIMERICK
Colaiste na hOllscoile Corcaigh OLLSCOIL LUIMNIGH
Cork/Kerry

Mental Health Engagement

APC Microbiome
=Y Trinity College Dublin

Colaiste na Triondide, Baile Atha Cliath
The University of Dublin

AlIHPC
1 4 =




| IPPOSI
~ﬂ511\ ‘Cﬁpz

CampusEngage
BELFAST

SPHeRE

Feidhmeannacht na Seirbhise Sldinte
Health Service Executive
Structured Population and
Health-services Research Education
m ..‘ Health Research Board

HRCI W/ IMRN

P4 QUEEN'S
4 UNIVERSITY

National Maynooth

University

National University
of Ireland Maynooth

Programme
Office




Ireland will become a world
leader in PPI

By promoting excellence
and innovation in PPI,

the Network will become
an important contributor
to improved outcomes for
the public

Shared voice for PPl in
Ireland

— e
Researchers & PPI Contributors

B

10 National Partners

IS

64 local Partners

CULTURE CHANGE



PPI Ignite Site Leads

Prof Veronica Lambert Dr Ruth McMenamin
DCU NUI Galway

Prof Mary Mc Carron Prof Patricia Kearney
TCD ucc

Prof Martin O’Halloran
NUI Galway

-

Prof Thilo Kroll
uUcD

Prof Gianpiero Cavalleri
RCSI

UL




I Five Work Packages

Work
Package 1:

Building national PPI

capacity across
communities

Work
Package 2:

Embedding PPl in
postgraduate and
undergraduate education

Work
Package 4:

Promoting PPI Excellence

(quality improvement
and impact)

Work
Package 3:

Embedding PPI locally
and nationally
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Board Advisory
Panel

National PPl Network
Steering Group

(Site Leads, National Lead, 1 rep from each national partner,
PAP, National Programme Manager) National

Partners

Operations . . < DLA cPHR |PPOS|
Group National PPl Programme Office 5
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