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Scale
A research intensive University in the heart of Dublin City
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Faculties / Schools
The research eco-system
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My Story

Stewarts Care 
RNID Training, 1981

Registered General 
Nurse, 1990 
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Daughters of Charity

Ward Sister
St Joseph’s Centre, Clonsilla
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Nurse of the Year: 1990

“A clear sense of 
direction and above all 

else to help people 
with severe mental 

handicap lead a happy 
and meaningful life” 

- Ita O’Dwyer, 
President of ABA
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The Many Paths We Take
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Trinity Centre for Health Sciences
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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’.
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Lecturer, School of Nursing & Midwifery

Development of Higher Diploma in Dementia and Intellectual Disability        
2002 - 2005
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Head of School: 2008-2011
School of Nursing and Midwifery, TCD 

2008 - 2011



Trinity College Dublin, The University of Dublin

Dean, Faculty of Health Sciences:
2011 -2019
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Thematic Interests

Dementia & 
Down 

Syndrome

End of Life & 
Palliative Care

Key
Determinants 
of Health & 

Wellbeing

Transitional 
Policy & 
Practice
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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

Mortality rates in the 
General Irish 
population compared 
to those with ID  from 
2003 – 2012
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IDS-TILDA
Joins the Global Family of Longitudinal Studies
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The IDS-TILDA Story: 2007 – Present 

First nationally-representative longitudinal study on ageing with an intellectual disability 
comparable to the general population
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Celebrating 10 Years of IDS-TILDA
“Nothing about us, without us” 

December 2018

IDS TILDA secures 
another €1.5 million for 

the next three years 
from the 

Health Research Board

@MccarrmMary
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Director, Trinity Centre for Ageing and   
Intellectual Disability: 2017 - Present
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IDS-TILDA
Objectives

• 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.
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“Nothing about us, without us” 

IDS-TILDA: Values Framework

Inclusion

Promotion of 
Best Practices

Person Centred

Empowerment
Contribution to 

the Lives of 
People

Choice

Promotion of 
People with ID
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IDS-TILDA Participant Involvement
“Nothing about us, without us” 
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IDS-TILDA
Underpinning Conceptual Framework

Physical Health

Self Reported

Measures of 
Physical 

Performance

Functional

Home health  
Assessment

Cognitive

Memory

Executive 
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Basic Skill
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Psychological

Depression

Anxiety

QoL and Life 
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Well being

Behavioural

Nutrition
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Healthcare

Health Care 
Utilisation

Health Care 
Access

Social

Community 
Participation

Social 
Connectedness

Transitions

Friendship 
Scales
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IDS-TILDA Wave 4: Health Fair
Expanded Objective Health Measures

IDS-TILDA 
Health Fair
Wave 4
This wave now has 
a larger number of 
measures.

Grip Strength Timed Up and Go Blood Pressure
Waist and Hip 
Circumference

Height and Weight 
Measurements

Quantitative 
Ultrasound (QUS)

Blood Drop Sample
Oral Health 
Assessment

Nutrition Intake     Hair Sample

Short Performance 
Physical 

Assessment 
Battery

Calf Measurement 
and Foot 

Assessment 
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What IDS-TILDA Teaches Us

CHRONIC CONDITIONS
& THE AGEING ID 

POPULATION
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What IDS-TILDA Teaches Us
Prevalence of Chronic Conditions
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Opportunity:
Encourage

Non-Pharmacological 
Interventions
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What IDS-TILDA Teaches Us
Oral Health

28% 
IDS-TILDA

participants 
reported that they 
had no teeth at all

16.9% 
TILDA
participants 

reported that they 
had no teeth at all

67.8% 
IDS-TILDA
participants with 

total tooth loss did 
not receive 
prosthetic 
dentures

5.3% 
TILDA

participants with 
total tooth loss did 

not receive 
prosthetic 
dentures

• 2x more likely to have 

difficulty eating

• 3x more likely to be on a 

softened / liquidised diet

• 2x more likely to report 

chronic constipation

Opportunity:
Oral Health Intervention 

Programme
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brushmyteeth.ie
A website showing people 
how to brush their teeth   

What IDS-TILDA Teaches Us
Translating our Findings on Oral Health
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What IDS-TILDA Teaches Us
Bone Health

8% 
Doctor-

diagnosed 
osteoporosis 

Wave 1

16% 
Doctor-

diagnosed 
osteoporosis 

Wave 2

21.6% 
Doctor-

diagnosed 
osteoporosis 

Wave 3
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What IDS-TILDA Teaches Us
Bone Health during Wave 2

14.5% 
doctor diagnosed 

osteoporosis 

Objectively measured bone health:

41% with osteoporosis

33.1% with osteopenia

These figures represent those who did the Quantitative Ultrasound in Wave 2 (n=575)
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What IDS-TILDA Teaches Us
Translating Our Findings on Bone Health

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

@ageingwithID #ageingwithID
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What IDS-TILDA Teaches Us
Translating Our Findings on Chronic Conditions

A MOOC (Massive Open Online 
Course) to develop best practice 
when engaging people with an 
intellectual disability in health 

assessments. 
This course is running now on 

FutureLearn.com and is 
available for the next few 

weeks.
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What IDS-TILDA Teaches Us
Translating Our Findings on Physical Activity

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
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Risk Trajectory By Age
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Influencing Public Policy
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Outcomes Focused
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Trinity Centre
For Ageing and 
Intellectual Disability

What IDS-TILDA Teaches Us
Translating our Findings on Dementia
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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.

What IDS-TILDA Teaches Us
Translating our Findings on Dementia
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“Like everybody here, I have dreams for the future. There are 
things that I want to do and I know dementia might play a 

part of my life too. 

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

conversation about my future.

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

- Mei Lin Yap

41

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

@MccarrmMary #ageingwithID
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What IDS-TILDA Teaches Us

eHEALH & mHEALTH
& THE AGEING ID 

POPULATION
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What IDS-TILDA Teaches Us:
Technology

35% 
access to 
computer

75% 
difficulty using 

a computer

99%
cannot use 

social media 
or search 
engines 
without 

assistance
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What IDS-TILDA Teaches Us:
Translating our Findings on Technology

Stewarts Care will be trialling a roll-
out of the Way2Be wayfinding app 

among their clients 
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Ageing with PrIDe

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

1,700 views this year 
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What IDS-TILDA Teaches Us:
Knowledge Translation
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2019 HRB Impact Award

@MccarrmMary

“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



“Vision without action is merely a 
dream. Action without vision just 

passes the time. Vision with action 
can change the world.” 

― Joel Barker
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What I’ve Learned

GRIT
1. Consistency of thematic 

interests over time 

2. Perseverance of effort or 
‘stick-ability’ 
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My Story
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My Story
Don’t be afraid to fail.
Be afraid of not trying.
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#ageingwithIDwww.tcd.ie/tcaid/

Learn More & Stay Connected
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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

IDS-TILDA
Acknowledgements 
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IDS-TILDA
The Team
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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 
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