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Collaborating with the Sector

 The first dedicated Centre to investigate key issues in ageing, intellectual disability and the life 
course. 

 Underpinned by the Intellectual Disability Supplement to The Irish Longitudinal Study on Ageing 
(IDS-TILDA).

 The Centre advances world-leading research, scholarship and training to identify the 
determinants of health and wellbeing for adults with an intellectual disability.
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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

Wave 4 
due 

Dec 2020
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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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Article 19 – Living independently and being included in the community
States Parties to the present Convention recognize the equal right of all persons with disabilities to live in the community, with 
choices equal to others, and shall take effective and appropriate measures to facilitate full enjoyment by persons with 
disabilities of this right and their full inclusion and participation in the community, including by ensuring that:

a) Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live on 
an equal basis with others and are not obliged to live in a particular living arrangement;

b) Persons with disabilities have access to a range of in-home, residential and other community support services, including 
personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation 
from the community;

c) Community services and facilities for the general population are available on an equal basis to persons with disabilities and
are responsive to their needs.

UN Convention on the Rights of People with Disabilities

The right to choose
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What IDS-TILDA Teaches Us
Choice and Supported Choice

Level of Choice increased between Wave 1 and Wave 3
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• 24.4% chose how to spend their money

• 56.8% were supported in their choices

• 19.8% had no choice, or choice was made on 
their behalf, about their money

On where they kept their money:
17.2% reported that they chose where it is kept

47.2% reported no choice or choice made on their behalf

What IDS-TILDA Teaches Us
Choice and Supported Choice about Money
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The Assisted Decision-
Making (Capacity) Act 2015 

will provide more formal 
supports to be able to help 
people to make decisions. 

What IDS-TILDA Teaches Us
Exercising Choice

But decision-making is a 
‘muscle’ – we must 

understand whether people 
have the opportunity to 

make choices every day if 
we expect them to make big 

life-choices.
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What IDS-TILDA Teaches Us
Trust & Safeguarding

Who do you confide in?
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• 51.3% said they had an independent 
advocate

• 72.0% said they had access to an 
independent advocacy service

What IDS-TILDA Teaches Us
Access to Advocacy
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Article 21 – Freedom of expression and opinion, and access to information
States Parties shall take all appropriate measures to ensure that persons with disabilities can exercise the right to freedom of 
expression and opinion, including the freedom to seek, receive and impart information and ideas on an equal basis with others 
and through all forms of communication of their choice, as defined in article 2 of the present Convention, including by:

a) Providing information intended for the general public to persons with disabilities in accessible formats and technologies 
appropriate to different kinds of disabilities in a timely manner and without additional cost;

b) Accepting and facilitating the use of sign languages, Braille, augmentative and alternative communication, and all other 
accessible means, modes and formats of communication of their choice by persons with disabilities in official interactions;

c) Urging private entities that provide services to the general public, including through the Internet, to provide information 
and services in accessible and usable formats for persons with disabilities;

d) Encouraging the mass media, including providers of information through the Internet, to make their services accessible to 
persons with disabilities;

e) Recognizing and promoting the use of sign languages.

UN Convention on the Rights of People with Disabilities

The right to choose
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Glancing Back, Planning Forward
Accessible Planning Tool for People with ID
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Glancing Back, Planning Forward
Accessible Planning Tool for People with ID

A tool for the 
person to be able 
to record their 
end-of-life wishes 
and preferences.
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Prompts to help people with ID to:

 Think about the future and what they would like

 Talk to people they trust about the issues

 Write down what they want

 Revisit it whenever they wish

Glancing Back, Planning Forward
Using the Tool
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Starting the Conversation:

 When family members or friends die

 Incidental opportunities, e.g. when death is on TV 

 When the person is dying 

Remember to use simple, concrete language: 
metaphors like ‘passed away’ or 'gone to 
sleep' can be confusing.

Glancing Back, Planning Forward
A Guide for Carers
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A Care Conversation:

 Builds knowledge 

 Works with the person’s capacity

 Connects to other people’s conversations

 Provides support to the person at difficult times

Glancing Back, Planning Forward
A Guide for Carers
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Barriers to a Care Conversation:

 Misguided desire to 'over-protect'

 Preventing distress

 Too difficult for bearer of bad news

 Bearer of bad news lacks knowledge of illness

 Lack of sense of time

 Conflicting views of stakeholders

Glancing Back, Planning Forward
A Guide for Carers
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Future Care Road Map
Accessible Planning Tool for People with ID
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Future Care Road Map
Accessible Planning Tool for People with ID

Supporting the Conversation about Future Care

 Making the interview process accessible:
Understanding what constitutes accessible 
information for the participant and what is their 
preferred communication method. Also, using 
accessible language that has been checked by 
people with ID

 Focusing on the present:

 Making the future relatable: 
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Future Care Road Map
Accessible Planning Tool for People with ID

Supporting the Conversation about Future Care

 Focusing on the present:
Framing the conversation in what is already 
understood by the individual. The future, as a 
concept, can be very abstract for some.

 Making the future relatable:
Using simple phrases such as “when you’re a bit 
older” or “in a few years’ time” can make the 
future more relatable.
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Future Care Road Map
Accessible Planning Tool for People with ID

Supporting the Conversation about Future Care

 Managing sensitive topics:
Understanding that discussions about the future 
must, by necessity, also include difficult topics 
such as the death of a parent or primary carer

 Emotional support:
Highlighting to the individuals involved that there 
may be a need for emotional support and 
identifying where that support can be reached
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An Opportunity during the Pandemic
Building Back Better – UN Policy Paper

While building back better, it is critical that 
persons with disabilities are part and parcel of 
the response which countries… are preparing.

These responses, if well designed, can address 
the exclusion and discrimination faced by 
persons with disabilities, thus creating more 
resilient communities and systems. 
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The TCAID Team
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 Participants, Families and Carers  

 The IDS-TILDA Steering Committee and International Scientific Advisory Board

 Advisors and Advisory Groups

 Our Funders

IDS-TILDA
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Prof Mary McCarron
Director, Trinity Centre for Ageing and Intellectual Disability
Principal Investigator, IDS-TILDA
Executive Director, National Intellectual Disability Memory Service 
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