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Background

24 million people living
with dementia

Care home admission
common

Important palliative care
setting

Role of carers




Approaching the end of life & dying with dementia in
care homes; the accounts of family carers:
a systematic review

Inclusion criteria:
Peer reviewed papers / empirical research
Written in English
Published 1980-2009
Family members’ experiences, needs, views
End of life with dementia

Long term residential care setting




| Findings

Origins

7 North America

Design

6 Grounded Theory/
Qualitative

1 Ethnomethodology
1 Survey

1 Concurrent mixed
methods

1 Prospective cohort
study

Methods

7 Interviews/ Focus
groups
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Making decisions

Role of family unclear

| . e
Guilt & anxiety L g

Base decisions on
previous wishes,
preservation of dignity &
comfort




The grieving carer

Strong personal needs: empathy, reassurance,
guidance, communication

Frequently disappointed
Death seen as both blessing & tragedy




Unfamiliar territory

Lack knowledge &
experience

Don't recognise
dementia as terminal
illness

Poor communication

Palliative care seen as
‘giving up’
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