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Context of ACP and Dementia

e Rising prevalence and death from dementia
e Advance Care Planning (ACP) & Guidance

e Failure to achieve good quality end of life care
for people affected by dementia (Ryan et al
2013; Dempsey et al 2015)

e ACP literature: Process and outcome (van der
Steen et al 2014, Brinkman-Stoppelenburg et
al 2014)
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Study Aims

e To understand more fully the ways in which people
with dementia and their long-term co-residing
partners consider and plan, or do not plan, for the
future in the light of a recent diagnosis.

e To begin to consider how people with dementia and
their families might be assisted to discuss their
future and to formulate plans where appropriate.



e Constructivist grounded theory (CGT)
(Charmaz 2014)

l. In-depth exploration

Il. Agency and meaning

Ill. Comprehensive and systematic

IV. Social and psychological processes

e Recruitment and interviews with spousal
couples + post analysis group discussion
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Person with dementia or caregiver?
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Feeling abandoned
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The Time is Right: ‘Tipping Points’

e Work and life biography
e Family resources and practices

e Relationality in future planning

e Further losses and carer ill health: the end of
‘living well’?

e Time for reflection on living with dementia
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Discussion and Implications:

e Qualitative study identified potential sources
of delay in families undertaking ACP

e The irony of choice at the end of life
e Relationality, nursing and couplehood work

e Time for a rethink?
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