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Who are we talking about?
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Younger Onset Dementia and the National Dementia Strategy

Gerry Martin
CEO, The Alzheimer Society of Ireland

DSIDC Younger Onset Dementia Conference
20 November 2014, Dublin Castle
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Who we are

* Qurvisionis an lreland where no one goes through
dementia alone and where policies and services
respond appropriately to the person with dementia and
their carers, at the times they need support.

* We are a person centred, rights-based and grassroots
led organisation with the voice of the person with
dementia and their carer at its core.
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Background to the National Dementia Strategy

Programme for Government 2011-2016

“We will develop a national
Alzheimer’s and other dementias
strategy by 2013 to increase
awareness, ensure early diagnosis
and intervention, and
development of enhanced
community based services. This
strategy will be implemented over
five years”




3 year development process

Creating Excellence in Dementia Care Review (Cahill, O’Shea and Pierce, 2012)
* Public call for submissions (2012)
e Establishment of the National Dementia Working Group

e August 2014, Minister Lynch announces funding by Atlantic Philanthropies of €15 million
for the implementation of three priority areas. This funding to be matched by the HSE.
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Click to edit Master title style

“The Department of Health
is providing some €1 million
in matching funding to
support the research
element of the collaboration
and the HSE is providing
matching funding of some
€15 million for the three
priority areas of intensive
home care supports, GP
education and training, and
dementia awareness”
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What are the needs of people with younger-onset dementia

Rationale:

 Little known about the specific
issues confronting people with
younger onset.

* No service programmes for
people who fall into this
category.
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Haase (2005) identified four particular challenges for people with younger onset dementia,
namely:

The younger person is more likely to be in a more active phase in their life and can
experience a dramatic change relative to their expectations

They are more likely to be in a long-term relationship
They are more likely to have younger children and who are potentially dependent
They are more likely to be in paid employment
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Key themes from the research findings

* Lack of a timely diagnosis
* No widespread disclosure of dementia to the individual

* Problems of services not originally designed for this age group

* Access to a wide range of services problematic
— respite, home care, residential care

* Lack of clarity on health and social care responsibility for people
with younger onset

* Lack of emphasis on psycho-social supports for people with
younger onset

* Financial difficulties
— Dual burden of loss of income and considerable cost of care
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Intensive home care supports

* Majority of people with younger onset dementia live at home as is their preference and
most often it is the preference of families

* Successfully caring for a younger person at home crucially depends on the availability and
access to flexible care arrangements to facilitate this

* Providing a sustainable set of care arrangements which respect the wishes of the person
with dementia and their partner and closest family members
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GP education and training

Diagnosis of younger onset is beset with difficulties

* First symptoms of dementia are not necessarily specific to dementia and may suggest
other illness

* As age is the main risk factor for dementia, dementia may not be considered
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Dementia Awareness

* Challenge the stigma surrounding dementia

* |Increase awareness of signs and symptoms

* Improve people’s understanding of dementia

* Increase knowledge of available supports

* Help people to cope and manage
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What more can we do?

People with younger onset dementia are a minority group, often
ignored. Much more needs to be done by us all — service
providers, advocates and society generally to meet their needs

Interplay between ASI service and the NDS priorities — how can we
play a part?

Lack of data urgently needs to be addressed

Respect the preferences and rights of people with dementia
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The Wide Impact of Younger Onset Dementia
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Alzheimer National Helpline

1800 341 341

helpline@alzheimer.ie
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