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A research intensive University in the heart of Dublin City
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The research eco-system
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| 't\‘) - Gender Inequality

Large gender gaps in senior levels of Irish
academia

Vast majority of top-paid posts held by men despite policies to promote equality

@ Fri, Aug 3, 2018, 00-01

Gender equality in third level remains a
distant hope

Latest figures show some improvement but discrimination deeply rooted

@ Fri, Aug 3, 2018, 01:00

Why we need more women at the top of
higher education

An intractable gender imbalance persists at the most senior levels

@ Mon, Sep 17, 2018, 1746

Trinity College Dublin, The University of Dublin



@ Gender Inequality

REPORT OF THE EXPERT GROUP

HEA National Review of U N ive rSity PrESid e nts

Gender Equality in Irish
Higher Education Institutions

JUNE 2016
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SOURCE: HIGHER EDUCATION AUTHORITY
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Stewarts Care
RNID Training, 1981

. . . -" “ .
Trinity College Dublin, The University of Dublin



Daughters of Charity

Ward Sister
St Joseph’s Centre, Clonsilla

Trinity College Dublin, The University of Dublin




Nurse of the Year:

Nurse of the Year

Mary Takes Top
Nursing Prize

“A clear sense of
direction and above all
else to help people

=¥t 1

=, : iy &
Carron, ward sister, St. Joseph's Hospital, Clonsilla,
w“.wm::g-c--nau—_ﬁ
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, : with severe mental
’ ' s ! Cavan nurse shortlisted .
It’s teamwork, says Ma for Nurse of the Year award handicap lead a happy

2 .
's Hospital, Cloosilla, Co. Dublin, v
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y committee. “Pve worked with her for three years.
Mary, & ward sister in St. Joseph's She has very high standards of caring
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ﬂ'hhlkdlt?m’h —great fun entirely.”
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Success Is getting from failure 0 covid, Kilcogy in Co. Cavan, Is now = a W er
Jilure without of cnthusiasm. living in Kilcock, Co. Meath, with her 4
“Now, do you like that one, Sister husband Noel and 13-month-old
atricia,” said Mary, turning to daughter Louisc. She was presented .
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. The Many Paths We Take

Trinity College Dublin, The University of Dublin



_ IK.tFP.lE

T T N e e

(V)]
Q
(&)
c
2
D
(V)
i e
e
(C
()
.-
p
(@
[ P
Q
p
)
c
Q
@)
>~
=

In

Tr

4

Trinity College Dublin, The University of Dublin




HRB Clinical Nursing Research Fellow

1999-2002

‘Influence of Alzheimer’s Dementia on Time Spent
Caregiving for Persons with Down syndrome and

Alzheimer’s dementia’.

1 Intellectual Disabilities 2011, 24, 189-198

The Role and Timing of Palliative Care in
Supporting Persons with Intellectual Disability
and Advanced Dementia

Carth

Yary McCarron®, Phifip McCal

JOURNAL OF
INTELLECTUAL DISABILITIES

Time Spent Caregiving for Persons with N
the Dual Disability of Down's Syndrome and "“ &y N

Alzheimer's Dementia

Preliminary Findings ring
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. Lecturer, School of Nursing & Midwifery

Development of Higher Diploma in Dementia and Intellectual Disability
2002 - 2005

Trinity College Dublin, The University of Dublin



Head of School: 2008-2011
School of Nursing and Midwifery, TCD

Trinity College Dublin, The University of Dublin



Dean, Faculty of Health Sciences:

2011 -2019
TRINITY ‘2o o
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Trinity College Dublin, The University of Dublin



@@l Thematic Interests

Dementia &
Down
Syndrome

Fo- 7 » Key
End of Life & [ 988 " & Determinants
Palliative Care 7 i3 /™ of Health &

Y Wellbeing

Transitional
Policy &
Practice

Trinity College Dublin, The University of Dublin




Mortality rates in the
General Irish
population compared

s with 1D frorr
2003 - 2012

Mortality higher in women across age
groups
Average age of death 19.07 years earlier

than for the general population
54.73 years compared with 73.80 years

Trinity College Dublin, The University of Dublin



IDS-TILDA
Joins the Global Family of Longitudinal Studies

HEALTHY
HAPDY
AGEING

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

Trinity College Dublin, The University of Dublin
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The IDS-TILDA Story: 2007 — Present eV Kot S0 G AGEE

(IDS-TILDA)

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

Advancing Years,
Different Challenges:
LDA

Trinity College Dublin, The University of Dublin @agel ngW|th I D #age| ngW|th | D



HEALTHY
HAPRY
AGEING

Ce I e b rati ng 10 Yea rs Of I DS-TI LDA The Intellectual Disability Supplement to

“ : : ” The Irish Longitudinal Study on Ageing
Nothing about us, without us e

December 2018

IDS TILDA secures
another €1.5 million for
the next three years
from the
Health Research Board

Trinity College Dublin, The University of Dublin @ M ccarrm M a ry



Director, Trinity Centre for Ageing and
Intellectual Disability: 2017 - Present

Trinity College Dublin, The University of Dublin



| HEAUTHY
Happy
IDS-TILDA :A‘*ﬂ”@
. . The Intellectual Disability Supplement to
(@) bj ectives The Irish Longitudinal Study on Ageing

(IDS-TILDA)

To understand the health characteristics of people ageing with an
intellectual disability;

To examine the service needs and health service utilization of

people ageing with an intellectual disability;

To identify disparities in the health status of adults with an

intellectual disability as compared to TILDA findings for the general
population; and

To support evidence-informed policies, practices and evaluation.

Trinity College Dublin, The University of Dublin

@ageingwithlD #ageingwithID



o": ( .
IDS-TILDA: Values Framework
a"’ “Nothing about us, without us”

HEALTHY
HAPDY
 AGEING

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

Inclusion

Promotion of
People with ID

Choice

Contribution to

Promotion of
Best Practices

Person Centred

the Lives of Empowerment

People

Trinity College Dublin, The University of Dublin
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T, ..
{ IDS-TILDA Participant Involvement

oo “Nothing about us, without us”

HEALTHY
HAPRY
AGEING

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

Trinity College Dublin, The University of Dublin
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IDS-TILDA “@E&T

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

Underpinning Conceptual Framework

Physical Health Cognitive Psychological Behavioural Healthcare Social
a N a N é a N a N é
. - Health Care Community
Self Reported Memory Depression Nutrition Utilisation E e
a M fW a N é a N a N é
|| leD?‘Sl;:Ce;O | Executive | Anxiet || Exercise || Health Care A Social
Y Function Y Access Connectedness
LPerformanceJ i | i | i |
( ) ( ) 4 ( ) (
— Functional —  Basic Skill — QOL. and .Llfe — Alcohol — Transitions
Satisfaction
p ( ) 4 ( ) (
. . . Friendship
| | Home health — Dementia — Life Events —  Smoking m B
Assessment cales
e (" A
g el - Sleep * UNIQUE MEASURES FOR IDS-TILDA

Trinity College Dublin, The University of Dublin @Mcca rrm Mary #age|ngW|th|D



IDS-TILDA Wave 4: Health Fair

Expanded Objective Health Measures

Grip Strength Timed Up and Go

Height and Weight Quantitative
Measurements Ultrasound (QUS)

Nutrition Intake Hair Sample

HEALTHY
HAPRY
AGEING

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

Waist and Hip

Blood Pressure .
Circumference

Oral Health

Blood Drop Sample Assessment

Short Performance
Physical
Assessment
Battery

Calf Measurement
and Foot
Assessment

@MccarrmMary #ageingwithID



o What IDS-TILDA Teaches Us

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

CHRONIC CONDITIONS
& THE AGEING ID
POPULATION

Trinity College Dubl in, The University of Dublin @age|ngW|th|D #age|ngW|th|D



Opportunity: — o
Encourage HepDY
o What IDS-TILDA Teaches Us Non-Pharmacological . . ;(
. .. i e Intellectual Disability Supplement to
Prevalence Of Chronic Conditions Interventions The Irish Longitudinal Study on Ageing

(IDS-TILDA)

B Wavel M Wave? Wave 3
T

Constipation Thyroid Gastro_Reflux Osteoporosis  Arthritis Emotional Epilepsy
Disease Psychatric
Condition

Trinity College Dublin, The University of Dublin @agel ngW|th I D #age| ngW|th | D



Opportunity: %Wl
What IDS-TILDA Teaches Us Oral Health Intervention 49
The Intellectual Disability Supplement to
O ra I H ea Ith Programme The Irish Longitudinal Study on Ageing

(IDS-TILDA)

28%
IDS-TILDA * 2X more likely to have

participants
reported that they
had no teeth at all

difficulty eating

* 3X more likely to be on a

67.8% softened / liquidised diet

IDS-TILDA

participants with * 2X more likely to report
total tooth loss did

not receive chronic Constipation
prosthetic
dentures

Trinity College Dublin, The University of Dublin @ agEI ngW|th I D #age| ngW|th | D



What IDS-TILDA Teaches Us GE—K

The Intellectual Disability Supplement to

H H H The Irish Longitudinal Study on Ageing
Translating our Findings on Oral Health e

brushmyteeth.ie

A website showing people
Welcome to how to brush their teeth

Brushmyteeth.ie

this web site shows you
how to brush your own
teeth and help others
brush theirs

Trinity College Dublin, The University of Dublin @agel ngW|th I D #age| ngW|th | D



Bone Health

What IDS-TILDA Teaches Us

HEALTHY
HAPDY
 AGEING

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

My Measurements

HEIGHT

WEIGHT

Kgs

BLOOD PRESSURE

HEEL ULTRASOQUND -
Qus

8%
Doctor-

diagnosed
osteoporosis

Wave 1

Trinity College Dublin, The University of Dublin

16%

Doctor-
diagnosed
osteoporosis
Wave 2

@ageingwithlD

21.6%

Doctor-
diagnosed
osteoporosis

Wave 3

#ageingwithID



What IDS-TILDA Teaches Us JEK

. The Intellectual Disability Supplement to
Bone Health during Wave 2 The Irish Longitudinal Study on Ageing

(IDS-TILDA)

Objectively measured bone health:

14.5%

% v‘
.,

: ) , . \ \
SETEr CIEIEREL 41% witn osteoporosis L \
!

osteoporosis
33. 1% with osteopenia ‘ T

-e—

These figures represent those who did the Quantitative Ultrasound in Wave 2 (n=575)

Trinity College Dublin, The University of Dublin @ agEI ngW|th I D #age| ngW|th | D



What IDS-TILDA Teaches Us (Eit: Health wx

. . . The Intellectual Disability Supplement to
Translating Our Findings on Bone Health The Irish Longitudinal Stidy on Ageing

(IDS-TILDA)

Get Wise About Your Health —
Bone Health

In 2020, Get Wise will produce an accessible
online health education programme around
bone health for people with ID

Funded by EIT Health in association with
Erasmus MC Rotterdam

Trinity College Dublin, The University of Dublin @ agEI ngW|th I D #age| ngW|th | D



What IDS-TILDA Teaches Us GEK
Translating Our Findings on Chronic Conditions T?ﬁé?fi'r'\eféﬁaglﬁé?:;r?tfgfmgegntgo

(IDS-TILDA)

A MOOC (Massive Open Online
J RS e RE " Course) to develop best practice
' 240 when engaging people with an
intellectual disability in health
assessments.

This course is running now on

F - FutureLearn.com and is
Improving Health Assessments for available for the next few
snnla \/ A an ldnrallc -1H D 1a WEEkS.

Trinity College Dublin, The University of Dublin @age|ngW|th|D #age|ngW|th|D



What IDS-TILDA Teaches Us (Eit: Health GE_K

. . . . . . The Intellectual Disability Supplement to
Translating Our Findings on Physical Activity THEIHSH LofigitadIial Sty on Agelia

(IDS-TILDA)

P-PALs is a pilot project supporting older
people with ID to lead physical activity
among their peers.

Phase 2 will run in 2020.

Funded by EIT Health in association with
Age & Opportunity’s Go for Life, University of
Barcelona and the Technical University of
Munich

Trinity College Dublin, The University of Dublin @agEIngWIth|D #age|ngW|th|D



Risk Trajectory By Age
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Influencing Public Policy

Trinity College Dublin, The University of Dublin

THE IRISH TIMES . ....

NEWS SPORT BUSINESS OPINION LIFE&STYLE CULTURE
Get Running

Health & Family ) Parenting | The Health Centre | Get Swimming

Ireland ill-prepared to address needs of
those with Down syndrome and dementia

As a result, a winerable group is falling between the different care systems

' LR

It is impressive today to see young people with Down syndrome altending mainstream classes in locsl
schools, and as adults holding jobs, sttending university, living in their own flats and houses, supporting
their families as well as being supported by them, and participating in sports. Photograph: Thinkstock




Outcomes Focused

€1m for GP

" €1m for Assistive 7 Own ¢ Meny'e 2 - £
Technology Ome :M,‘(_ZREPARED Prolgct ,

\

Trinity College Dublin, The University of Dublin



What IDS-TILDA Teaches Us

Translating our Findings on Dementia

Trinity College Dublin, The University of Dublin

ciste na

gcuntas diomhaoin

the dormant
accounts fund

Trinity Centre
For Ageing and
Intellectual Disability

National _
Dementta
Office

—de Tallaght Ospidéal
- University  Ollscoile

G;; Hospital | Thamhlachta

w An Academic Partner of Trinity College Dublin

2

Daughters of Charity
Disability Support Services

@ageingwithlD

#ageingwithID



What IDS-TILDA Teaches Us

Translating our Findings on Dementia

HEALTHY
HAPRY
AGEING

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

Trinity College Dublin, The University of Dublin

We want to ensure that people
with Down syndrome have the

opportunity to be involved in
dementia research.

» Research in dementia needs to
focus on dementia prevention.

> We need to focus research at a
much younger age.

@ageingwithlD #ageingwithID



Include the voices of people with Down
syndrome in the conversation on dementia

“Like everybody here, | have dreams for the future. There are '}
things that | want to do and | know dementia might play a
part of my life too.

So, when you start talking about dementia, | want to be
included in that conversation. | want to be included in the
conversation about my future.

| want to be empowered so that | can choose how to reduce §
the risk of dementia”

- Mei Lin Yap

Trinity College Dublin, The University of Dublin @ M ccarrm M a ry

HEALTHY
HAPRY
AGEING

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

#ageingwithID



QWhat IDS-TILDA Teaches Us

eHEALH & mHEALTH

& THE AGEING ID
POPULATION

Trinity College Dubl in, The University of Dublin @age|ngW|th|D #age|ngW|th|D



What IDS-TILDA Teaches Us:

Technology

HEALTHY
HAPRY
| AGEING

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

——Use internet or email ——Own a mobile phone

30

25

24.5

20

%

15

— 12.3

e | (], D

10 /

Wave 1 (n =753)

Trinity College Dublin, The University of Dublin

Wave 2 (n = 669) Wave 3 (n =608)

@MccarrmMary

35%
access to
computer

75%
difficulty using

a computer

99%
cannot use
social media
or search
engines
without
assistance

#ageingwithID



What IDS-TILDA Teaches Us: w‘x

AGEING

Translating our Findings on Technology Vi Wt Lameselal SRR o AR

(IDS-TILDA)

Stewarts Care will be trialling a roll-

out of the Way2Be wayfinding app
among their clients

'Yy Stewarts

Per Tenebras Ad Lucem

Trinity College Dublin, The University of Dublin @Mcca rrm Mary #age|ngW|th|D



What IDS-TILDA Teaches Us: w‘x

AGEING

The Intellectual Disability Supplement to

K n OWI e dge Tra n S I at i O n The Irish Longitudinal Study on Ageing

(IDS-TILDA)

Ageing with PrIDe

A health promoting video based
on ten years of IDS-TILDA:

Chair yoga is great for older people in the sense that

 em e emen memtn e

SR SCAETE 1,700 views this year

Ageing with PriDe - Learning from Ten Years of IDS-TILDA

,178 views

Trinity College Dublin, The University of Dublin @Mcca rrm Mary #age|ngW|th|D



2019 HRB Impact Award

“Prof McCarron has an incredible track
record of translating her research into
practice. As a result she is now is
delivering better health and care... and
driving policy change that is transforming
the lives of people with intellectual
Disability as they age.”

Dr Darrin Morrissey
Chief Executive, Health Research Board

Trinity College Dublin, The University of Dublin @ M ccarrm M a ry



= U Trinity College Dublin

3 :@ B = Colaiste na Trioné6ide, Baile Atha Cliath
The University of Dublin

“Vision without action is merely a
dream. Action without vision just
passes the time. Vision with action
can change the world.”

— Joel Barker



. What I’ve Learned

1. Consistency of thematic
interests over time

2. Perseverance of effort or
‘stick-ability’

O

Trinity College Dublin, The University of Dublin
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Don’t be afraid to fail.
Be afraid of not trying.

CONGRATULATIONS

. ON YOUR SUCCESS
IN THE
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Learn More & Stay Connected

Colaiste na Trionbide, Baile Atha Cliath

r= V Trinity College Dublin Faculties and Schools Courses Research A-Z
affi s
The University of Dublin Search Trinity Centre for Ageing and Intel

Trinity Centre for Ageing and Intellectual Disability

Menu Home About Education & Knowledge Transfer People Research Themes Contact Gaeilge

The Trinity Centre for Ageing and

Intellectual Disability is an

international and multi-disciplinary

research centre examining key issues

in ageing and the life course,

informing policy and debate at the

national and local level.

ABOUT

Basearch Education and
= Knowledge @ PP Ignite@TCD @

Participant
Involvement

IDS-TILDA

L Transfer

www.tcd.ie/tcaid/ #tageingwithlD

Trinity College Dublin, The University of Dublin



HEALTHY
HAPDY
IDS-TILDA GE/ (
The Intellectual Disability Supplement to
Acknowledgements The Irish Longitudinal Study on Ageing
(IDS-TILDA)

The IDS-TILDA Team extends grateful appreciation to:

» Participants, Families and Carers

» The IDS-TILDA Steering Committee and International Scientific Advisory Board
» Advisors and Advisory Groups

» Our Funders

( An Roinn Slainte & gealt}rl "
2 DEPARTMENT OF HEALTH esearc

Board

Trinity College Dublin, The University of Dublin

@ageingwithlD #ageingwithID



IDS-TILDA

The Team

HEALTHY
HAPDY
 AGEING

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

Trinity College Dublin, The University of Dublin

@ageingwithlD

#ageingwithID
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The University of Dublin

Thank You

Mary McCarron

Professor of Ageing & Intellectual Disability

Principal Investigator, IDS-TILDA

Director, Trinity Centre for Ageing and Intellectual Disability

Director, National Intellectual Disability Memory Service

Policy and Service Advisor on Dementia Daughters of Charity Disability
Support Service

Email: mccarrm@tcd.ie
Website: www.tcd.ie/tcaid

@ageingwithlD
#ageingwithlD



