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Where it is appearing PP« ll OFFICE

* In National Policy

National Research and
Innovation Strategy 2021-27

Consultation Paper
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Where it is appearing PP« ll OFFICE

* In National Policy

* In Health Research Strategy

* In European Funding Strategy
* In requirements for designation

* |n Consent Declaration
requirements

* In Health Charity Partnerships
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Laying the groundwork PP« ll OFFICE

m ITRINITY

RESEARCH A I-“"NG School of Medicine g
CHARTER RESEARCH Research
EXCELLENCE | 2021-2026
STRATEGY '

6.3 Understand how new forms of engaged
research and research co-creation can drive
discovery

£ Trinity College Dublin

b Y coserts o tmotede, Rutie ftm Cauer
L“‘ The Us'sercy ' Dbl e

Community
and Connection

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD



_ _ - TRINITY
Embedding PPI at a Strategic Level o PPI IGNITE

Metrics for consideration in promotion PPI1vs-« B OFFICE

1. Publications:

Co -authoring international peer-reviewed journal | 1 POINT

Co- authoring national peer-reviewed journal 0.5 POINTS
Co-authoring a book chapter 0.5 POINTS
Co-authoring an international report of 1POINT
international significance

Co-authoring a national report in the national 0.5 POINTS
significance

Co-authoring a book 5 POINTS
Evidence of Public Patient Engagement (PPI); 0.3 POINTS

For example, co-authored by public research
stakeholders, including patients, members of the
public, public or professional service providers,
policy makers, civil and civic society organisations
and other external partners.

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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Metrics for consideration in promotion PPI1vs-« B OFFICE

ity of Dublin

A B =i Research Support System B 2

Portal Home Portal Help L|

Page h

Main Themes UN SDGs ENGAGEMENT Impact Keywords Tags Institutes Sponsors
Identifiers Languages Sources Related IDs Accessibility Share TARA | cov |

| Apply H Close H Cancel |

Click here to access the section of MyRSS
Indicate how "Minding the gap: identifving values to enable public and patient invelvement at the pre-commencement stage of research projects.” aligns with the
engagement framework

Engaged
With the Community [
For the Community [_]

nvolves TCD Students D

Descrigtion | 71,4 brought researchers and PPI

contributors together to work on values
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National Photographic Exhibition Tour

“Celebrating Ageing in Persons with Intellectual Disability” proves to be a huge hit

The first national photographic exhibi-
tion “Celebrating Aging in Persons
with Intellectual Disability”, was
displayed first at the launch of the
IDS-TILDA in 2008. Since then, the
photo exhibition has travelled to various
services, galleries, festivals and different
key events throughout the country. It’s
currently on nationwide tour. If there is an
event coming up where you would like us
to display this exhibition, please contact
the ISA-TILDA office.

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD
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The Intellectual Disability Supplement to

Why do | do it? — IDS-TILDA Tl Longildl sty o e

First nationally-representative longitudinal study on ageing with an
intellectual disability comparable to the general population

THEIMPACT OF COVID-19

on People Ageing with an
Intellectual Disability in Ireland

Advancing Years, Health, Wellbeing and Soual
Growing Older with an Intellectual Different Challenges
ility in Ireland 2011 Wave 2 IDS-TILDA

Fir om The Intellectu: amsabltys pplement
to The Irish Longitudinal Study on

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD
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HETWORK

Promotion of
People with ID

| |

Inclusion

Contribution to
the Lives of
People

Promotion of
Best Practices

Person Centred

j HEALTHY
B8 HAcoy
N aaEng

The Intellectual Disability Supplement to
The Irish Longitudinal Study on Ageing
(IDS-TILDA)

Trinity College Dublin, The University of Dublin
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Why do | do it? — IDS-TILDA PPI: s« ll OFFICE

People with intellectual disability input across the
research cycle in ways that are appropriate to
The Intellectual Disability Supplement to

their skills, their interests and their effectiveness The Irish Longitudinal Study on Ageing
(IDS-TILDA)

Co-designing szz;t:ie Training Disseminating Translating
protocols members fieldworkers results Findings

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 18
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Why do | do it? — IDS-TILDA PPI2vs. Bl OFFICE

Contents liztz available at Scienc=Direct

Research in Developmental Disabilities

a1 f}[ VIER journal homepage: www.elsevier.com/locateredevdis

Recruitment and retention in longitudinal studies of people with @
intellectual disability: A case study of the Intellectual Disability
Supplement to the Irish Longitudinal Study on Ageing (IDS-TILDA)

Mary McCarron *, Darren McCausland **, Eimear McGlinchey °, Sarah Bowman *,
Michael Foley®, Margaret Haigh ®, Eilish Burke ", Philip McCallion
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Why do | do it? — IDS-TILDA PPI: s« ll OFFICE

“When the 172 deaths are excluded, the 506 original

participants remaining at Wave 4 represents 87.1 % (506/581)
of those who were still alive at this point. A sample
refreshment exercise recruited an additional 233 new
participants at Wave 4, bringing the overall sample back up to
739”7

2 Centre for Azseine ord Intelleotie! Disahiliny, 1.25 Chordstry Bxtension, Lincoln Goete, Trinsy Colless, Dublin 2, Indend
J gemz 3P ] T, s 3 25 :
T Fas - - n.
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“You have given
me a platform and
a voice to advocate
for people like
me.”

Mei Lin Yap,
Ambassador Liaison
Officer

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 21
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Dementia and Intellectual Disability
Ensuring Visibility

Writing it into the National Dementia Strategy:

“promote timely diagnosis of people experiencing
early onset dementia, including people with
Down Syndrome”

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD

7\ g TRINITY
pw> J PPIIGNITE
PPL.3s.« B OFFICE

THE IRISH NATIONAL DEMENTIA STRATEGY
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Working with the
Federation of
Voluntary Bodies’
60 member
services, initially
exploring service
responses to
dementia

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 24
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Building Momentum PP« ll OFFICE

Convening clinicians,
international
academics and
researchers,

PPI contributors and
public sector
representatives.

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 25
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Securing Support PP« ll OFFICE

Securing funding from
the Dormant Accounts
Fund for the
establishment

of a pilot National
Intellectual Disability
Memory Service

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 26
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Solidifying partnerships PP« ll OFFICE

Signing a
Memorandum of
Understanding
between Tallaght
University Hospital
Trinity & the
Daughters of

National Charity
Intellectual Disability
Memory Service

"7 | I. f'h — [ = & s
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Dementia and Intellectual Disability
Sustainable Funding and Scalability

The National Intellectual Disability Memory
Service aims to provide access for every individual
with an intellectual disability in Ireland to a Brain
Health Clinic and to specialist assessment and
comprehensive
diagnostic work-up
for memory concerns.

National
Intellectual Disability

Memory Service

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD

TRINITY
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PP IGNITE
HETWORK

LONGONDERRY  awTRiM

Western
Region

" WATERFORD

Phomee Lassynr

NIDMS
Southern
Region
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Establishing Quality

TRINITY
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PP IGNITE
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It is important that | can say if my visit to the
Clinic was good or bad
National Intellectual Disability
Memory Service It is important that my carers and doctor get
a report about my health so they can support
It is important to me that the Clinic me
is easy to get to.

Help us to Build a Good
Memory Service:

Have Your Say!

It is important to me that the Clinic
is easy to move around in.

{14

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD

Developing Key
Performance
Indicators with
people with an
intellectual

disability




. . ofe el
Dementia and Intellectual Disability s
Sustaining Interest PPl oex

TRINITY
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PPl remains an integral component of NIDMS
strategy.

Brain Buzzers is a club about Brain Health which
will also act as a PPl panel to provide advice and
perspectives from the intellectual disability
community about the ongoing development of the
NIDMS

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD

W
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et
To find out more about Brain Buzzers,
email Eimear on mcgline@tcd.le
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PPI Ignite Phase |

Awards in the first phase of PPI Ignite
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Phase | Achievements

Trinity College Dublin, The University of Dublin

TRINITY

®q
fa PPI IGNITE
PP« ll OFFICE

22 Training Workshops
37 Network Events

66 Funding Proposals
Submitted

37 Funded Proposals
131 Clinics

12 Publications

17 Awards

@PPI_lgnite_TCD
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Trinity partners in the first phase of PPl Ignite PP« ll OFFICE

§
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The Irish G
%Hosplce i I ' A
Fou ndatlon ] r INCLUSION IRELAND Wellcome Trust - HRB ge
\_ 4 Clinical Research Facility Opportunity

at St. James's Hospital Life is for

C y Mg LiVing'
ennect > ) ,
the Dots ST. JAMES'S
Recovery HOSPITAL
Academy
Access , Ireland
ALONE orfh g -
sTHE ALZHEIMER

so 6 o ] -
b Mental Health Reform %ﬁbg o5 SOCIETY of IRELAND
con

Supporting older people
to age at home

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD



Partner Council Projects: Funding and In-Kind Support

* Changing Gears for Chronic llinesses

* |s Ageism Ever Acceptable? Age & Opportunity
* Mad, Bad and Dangerous: A Celebration of ‘Difficult’ Women
* Hearing Voices: In recovery from addiction and mental health in the community Recovery Academy Ireland

* Patient Education Programme: Phase |

e (Citizen Jury on Electronic Health Records

* PPl In Health Research Support

* Introduction to Research: Dementia Research Advisory Team
* Research Prioritisation Event

* PPl Webinar with ASI DRAT

* Public Engagement and Involvement Specialist

* Working with the Research Community: Developing a PPI Induction Toolkit Health Research Charities Ireland
¢ Launch of Making a Start PPl Induction Toolkit

*  World Sight Day PPl in Vision Research Workshop
* Retina 20 - Challenges for PPI Panel Discussion

IPPOSI

Alzheimer Society of Ireland

Fighting Blindness

* Musgraves Social Responsibility Citizen Science Event
* Access Philly Mapping Event (Philadelphia) Access Earth
* Access Earth and Trinity Graduate Students Union Mapping Event

* TUSLA Research Ethics Community - Guidance for including PPI contributors TUSLA

* The Value of Engagement: Exploring the benefits of public engagement Connect the Dots
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Launching the Network PP« ll OFFICE

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD
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National Network Partners PPlsvwi.« l OFFICE

‘?j \/ Trinity College Dublin

Colaiste na Trionéide, Baile Atha Cliath D ( U
The University of Dublin

NUI Galway
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University College Cork, Ireland
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ry Health Research Board
University \ 3

National University H Rc I TM RN

QUEEN'S
4 UNIVERSITY
BELFAST

of Ireland Maynocoth Tricls Methodology Ressarch Network
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Benefits of a national network PPIw.« B OFFICE

Community Outreach
Events

B

" | I ‘:'.:( y ’\“
Developing National SR Promoting Ireland’s P
Positions Internationally

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD
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Tasks of a national network PPlsvwi.« l OFFICE

‘Bﬁ ¥ Trinity College Dublin

Colaiste na Trionéide, Baile Atha Cliath

The University of Dublin

How to build a How to embed

How to culture of PPl into How to build How to further
improve the ! Undergraduate community embed PPl in
) : impact : : :
guality of PPl in Jssessment in and capacity to university
Ireland PP Postgraduate engage in PPI structures
activity

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 39
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Trinity Partner Council PP« ll OFFICE

HETWORK

TILDA

GBHI

IDS-TILDA / TCAID

Prof Louise Gallagher, School of Medicine
Prof Deirdre Daly, MAMMI Study

Dr Fintan Sheerin / Dr Imelda Coyne, School of Nursing & Midwifery
Dr Catherine Darker, Trinity Institute of Public Health

Prof Linda Hogan, Professor of Ecumenics — Faculty of AHSS

Trinity College Dublin, The University of Dublin @PPI_lgnite_TCD 40
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Embedding PPI at a Strategic Level

Further challenges PPl Wor«

PPl IGNITE
OFFICE

m ITRINITY

tions:

intermi Enhancing metrics to reward i In strategy, Trinity has
i Embedding PPl and engaged begun this culture

a book

Improving budget and finang change — we must now
ensure that junior

academics are
Py Creating accessible spaces fo recognised, facilitated

ubic P Ensuring institutional recogni and rewarded for

aninte

Sgnir Integrating PPI skills into cur

co-autt

o Engaging PPl activity with ethic?

emal p Developing communications plans
'H

embracing PPI
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Embedding PPI at a Strategic Level

Further challenges PPl Wor«

PPl IGNITE
OFFICE

m ITRINITY

Enhancing metrics to reward in-depth PPI
Embedding PPl and engaged research in HR practices

Improving budget and financial processes
Integrating PPI skills into curricula and training
Creating accessible spaces for PPl work

Ensuring institutional recognition of PPl contributors
Engaging PPI activity with ethical review

Developing communications plans for PPI activity

Trinity College Dublin, The University of Dublin @PPI_Ignite_TCD 43
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Thank You

Prof Mary McCarron
Lead, Trinity PPl Ignite Office
Chair of Ageing and Intellectual Disability

Director, Trinity Centre for Ageing and Intellectual Disability
Principal Investigator, IDS-TILDA

Executive Director, National Intellectual Disability Memory Service
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