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Introduction Discussion about care preferences and
end of life wishes between family and staff on entry to
a care home is an important predictor of family satis-
faction with end of life care for residents with
advanced dementia.
Aim(s) and method(s) This paper aims to examine
issues relating to end of life discussions with family
members of residents with advanced dementia. Data
were collected during piloting of the Compassion
intervention that engaged an Interdisciplinary Care
Leader (ICL) in two care homes and aimed to
improve end of life care for residents with advanced
dementia. Data included the ICL’s reflective diary,
time record and interviews with family carers, care
home staff, GPs and other health professionals. The
ICL assessed 30 residents with advanced dementia
and had 37 conversations of at least 15 minutes with
family members. Qualitative data were thematically
analysed by two researchers.
Results Family members described not having dis-
cussed end of life care with healthcare professionals,
despite interest in learning more. Nurses described
lack of time and confidence as barriers to these discus-
sions. While healthcare professionals described con-
flicts with family about goals of care, these barriers
were not experienced by the ICL.
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Conclusion(s) This study identified a gap in provision
of information and support for family members in
decision making around end of life care. Findings
suggest benefits of having a co-ordinator with demen-
tia and end of life knowledge and communication
skills, and who has adequate time to communicate
with family to plan end of life care for the growing
number of people who have dementia.
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