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Abstract

Background: Dementia is a life limiting illness, but the trajectory of dying can be difficult to establish and care at
end of life can be variable.

Methods: This UK study was carried out to explore the end of life care experiences of people with dementia from
the perspective of their family careers. In depth interviews were conducted with forty bereaved family careers of
people with dementia.

Results: Forty family careers (male n=9, female n=31) age range: 18-86 years were interviewed. Issues with
poor communication were common. The hard work of caring and issues regarding unpredictability of living and dying
with dementia were also commonplace within the study. Only three patients were referred for specialist palliative
care support at the end of life and all of whom had a dual diagnosis of dementia and cancer.

Conclusion: This large qualitative study has identified that there are several gaps in the end of life care of people
with dementia and frequently there is poor communication during the last year of life. The need for high quality
integrated care for people dying with dementia with appropriate support during the last year of life is identified.
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Introduction
It is estimated there are approximately 820,000 people with

dementia in the United Kingdom [1]. The incidence and prevalence of
dementia will continue to rise with an ageing population. It is
predicted that deaths from dementia in the UK will increase from
around 59 000 per year in 2014 to around 220 000 per year by 2040
[2]. Research suggests people with dementia receive poorer end of life
care [3-5], inadequate pain relief and limited access to palliative and
hospice care [6-9]. Studies exploring end of life care for people with
dementia have focused mainly on 24-hour care environments i.e.
hospital, nursing and residential care and frequently the focus of
research has been with paid carers and their understanding and
approach to care towards the end of life. There is relatively little
research and literature exploring personal experiences of family carers
who have cared for a loved one with dementia up to and including
death. In a study to explore decision making at the end of life,
interviewing carers and professionals, uncertainty and poor
communication were reported as the main areas of difficulty [10]. A
further qualitative study of professionals along with exploria夀famil careཌl reporte͈ ऀ啸fࡄmil



environment (family home, care home, hospital). Exclusion criteria
included Paid/ formal carers; Under 18 years of age; death occurred
more than five years previously. Family carers were invited to contact
the first author if they were interested in participating in the study and
were sent an information pack which included an information sheet
and reply letter to invite the first author to contact them. Following
written consent being obtained, interviews were conducted with
participants and digitally recorded and transcribed verbatim.
Interviews lasted between 30 minutes and 80 minutes. Interviews were
conducted face to face usually at the participants home, with a small







horrible the way me dad died, absolutely horrible…it was dreadful…
if he’d have been in a side room… had a little bit of dign� 逇idl…



hard work and the caring tasks required on a regular basis to support
daily living and the emotional hard work related to burden, stress,
anxiety and guilt. The constant “battles” family carers described when
trying to negotiate the world of professional care was a drain on their
emotional resources and such situations impacted on family carers
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