DEMENTIA GATEWAY
WHAT THE RESEARCH SAYS

Dementia Gateway: End of life care
This summary highlights key messages from the research on end of life care for people with dementia.

Key messages
•

•

•

There is not much research on end of life care
for people with dementia,2 with much of the
research that does exist being based on
descriptions.
People with and dying from dementia are a
particularly vulnerable group and their end of
life care needs may be complicated by cognitive
(thinking, memory, reasoning) problems,
communication problems, the protracted nature
of dementia, pain, and behaviour that implies
discomfort, but is hard to interpret and respond
to.1
People with dementia often get poor care at the
end of their lives because it can be difficult to
recognise when a person with dementia is
approaching end of life and because they

cannot communicate their needs and preferences.2
•

The research literature to support advance care planning in
dementia is limited.2,5

•

People with dementia are at higher risk of acute hospital
admission than people without dementia, and, if they are
admitted from their own homes, at high risk of being
discharged to a care home rather than back home.7

•

The quality of end of life care is an important issue that
concerns family and friends.9 Information from the National
Health Service shows that over half of complaints made
about services concern end of life care.10 Nearly a third of
people with dementia admitted to hospital have no record
made of their dementia, which implies that it continues to go
unrecognised.11

•

Staff do not always have the confidence to assess and
manage care at the end of life for people with dementia. 24
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Introduction
This summary highlights key messages from the
research on end of life care for people with dementia.
It is not intended to be a comprehensive review of
the literature on this topic. The material on which this
summary is based was identified through focused
searching of the literature published from 2008 to
2012. Some material pre-dating 2008 is also referred
to where relevant.

Studies on the assessment of pain in people with
dementia at the end of life are limited, and mainly
rely on the carer’s ability to predict pain in the person
with dementia, and the soundness and benefit that
various assessment tools for end of life care are
thought to have.8
Research on the availability of specialist palliative
care support for people dying in care homes is
limited.2 Palliative care is described in more detail
below.

The status of research

What is end of life care?

There is very little research on end of life care that is
specific to dementia,2 with the exception of work by
authors such as Sampson et al,3 Robinson et al4
and a SCIE research briefing by Moriarty et al.2
Other recently published SCIE research provides an
overview of end of life care, and makes reference to
dementia.6

End of life care supports people with advanced,
progressive, incurable illness to live as well as
possible until the time of death, while enabling the
supportive and palliative care needs of both the
person and their family to be identified and met
through the last part of life into bereavement.13 As
well as pain and symptom management, end of life
care provides psychological, social, spiritual and
practical support.13

Research on end of life care is fragmented and
largely descriptive, which means that the nature and
challenges of particular interventions cannot be
explored in any detail.8 There is a lack of
interventions and outcome measures for providing
end of life care in people’s own homes.8
There is very little research exploring the views and
experiences of people with dementia and their carers
at the end of life,2,8 although this is changing, with
recent work by Dening et al.12 There is very little
information on the ethnicity of residents in care
homes and their preferences for end of life care.9.
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End of life care and dementia
People with and dying from dementia are a
particularly vulnerable group and their end of life care
needs may be complicated by cognitive (thinking,
memory, reasoning) problems, communication
problems, the protracted nature of dementia, pain
and behaviours that are difficult for other people to
understand.1 People with dementia are at higher risk
of acute hospital admission than people without
dementia, and, if they are admitted from their own
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homes, at high risk of being discharged to a care
home rather than back home.7
The quality of end of life care is an important issue
that concerns family and friends.9 For example,
information from the National Health Service shows
that over half the number of complaints made about
services are about end of life care.10 Nearly a third of
people with dementia admitted to hospital have no
reference made to their condition, which implies that
it continues to go unrecognised.11 Once admitted,
people are more likely to remain longer, to be
readmitted and to die there.11

Palliative care
Palliative care describes care that is given in the last
few months of an individual’s life or the last few hours
and it focuses on the comfort and quality of life of the
person rather than on the treatment of any disease.2
Palliative care is based on the sensitive and holistic
care of terminally ill people and their families.2,14 But
there are very few examples of specialist palliative
care services for patients with dementia in the United
Kingdom.14,15 The traditional model of palliative care,
which is focused mainly around specialist palliative
care and hospices, may not be suitable for people
with dementia.13

Policy
Good end of life care depends on good clinical
leadership, education for care staff and working
together in partnership with families16.. At the policy
level, there have been plans to improve both end of
life care17,18 and support for people with

dementia.19,20 Various guidelines such as the joint
dementia guidelines produced by the National
Institute for Care and Excellence and the Social Care
Institute for Excellence21 and in 2008 the Department
of Health End of Life Strategy,17 have brought
dementia into the fold of palliative care through the
development and trying out of end of life tools in
various care settings including care homes.14

Challenges to providing good end of life
care
Two key reasons for people with dementia receiving
poor care at the end of their lives are communication
problems and problems in recognising when a
person with dementia is approaching the end of their
life.2 Other problems include staff skills and
organisational issues.
Communication
Communication with people with end-stage dementia
can be challenging1 and requires patience,
perseverance and openness from carers and care
staff.14
Despite communication problems with people with
end-stage dementia, it is possible through a
combination of engaging with the person with
dementia, family carers and staff, and observing the
person with dementia, to get a sense of their
thoughts about death and preferences for end of life
care.2
Knowing how to recognise end of life
It is not always simple for care staff and family carers
to recognise when the end of life is approaching,2,6
3
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despite assessment tools being available,8,22
because the symptoms of dementia can change over
time and the course of the disease is not as
predictable as it may be in other illnesses, such as
terminal cancer.23 People with dementia can then be
denied the type of care that would give them the best
comfort and support at the end of life.2 But identifying
and managing pain and discomfort should always be
part of dementia care.
Staff skills
Many people with advanced dementia live in a care
home. The end of life care of people with dementia
can be compromised where staff do not have the
skills to manage both dementia care and end of life
care.1 Staff often do not feel confident in assessing
and managing care at the end of life for people with
dementia .24 Sometimes, they find it difficult to talk
about end of life care issues with residents and their
families because of the personal and emotional
complexities of such a discussion.25
Organisational barriers to providing end of life
care
In one study of five care homes, where residents
generally said that they received good care, there
were common barriers to providing good end of life
care.25 These included insufficient staffing levels, and
a lack of structured support for staff who may have
experienced distress at the death of a resident.
Carer burden
Caring for someone who is terminally ill at home
places an immense burden on carers.1,6 If they are
unsupported they can become ill and their health can
4

deteriorate drastically, leading to unplanned
emergency admissions to hospital or home care both
for themselves and the person with dementia who
they care for.23
Assessing spiritual needs and providing spiritual
care
Spirituality is a key part of the care of people who are
dying2 as emphasised in The National End of Life
Care Strategy.17 Providing spiritual care involves
offering time and compassion to dying people and
their families, regardless of whether they have
religious needs, but only three per cent of patients
have these needs assessed before their death,
according to research.26,27

Promoting good end of life care
Advance care planning
Advance care planning within the framework of the
Mental Capacity Act 2005 can make sure that people
with dementia and their carers have been told about
and have thought through their choices for the future,
and can contribute to or even override decisions
about care that are made by service providers.8
These decisions could be about the nature and
extent of treatment the person wants when they
approach the end of their lives, such as a preference
for or refusal of resuscitation if their heart fails or
being prescribed antibiotics at the sign of an
infection.2,14 People with advanced dementia are not
able to make such choices, so unless the choices
were discussed in the early stages of dementia,
family carers may have to make difficult choices in a
stressful situation14. Specialist palliative care staff
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should have the skills to help families cope with such
issues.14 There is still very little evidence to support
advance care planning in dementia.2,5

provides simple tools for care home staff to use in
these situations.28,29

Recognising protracted losses

Care home and home care staff often do not have
the knowledge, skills and training to support families
of people dying with dementia. But training for staff
does appear to improve satisfaction with end of life
care for bereaved family members.30

People with dementia and their families may have to
live with dementia over a long period of time. For
example, a person with dementia can survive for 20
years or more after a diagnosis of dementia.14
Palliative care staff who are sensitised to this can
help families to deal with their grief and reactions to
loss and help make the period one where people
gain strength to live with the experience.14
Catering for cultural and spiritual needs
The cultural and spiritual needs of people can be
provided through activities that mirror the ‘symbols
and sensual elements of customs and rituals’,
including things that stimulate the senses such as
music, sacred objects and those things that have
importance and meaning for the person with
dementia.14 In a hospital setting, chaplains are a
valuable resource for both patients and families, but
also for nurses and other care staff.26
Avoiding hospital admission
Sometimes care home facilities cannot support the
wish for residents to stay in a care home at the end
of life, and they are transferred to hospital.9 This can
be a traumatic and frightening experience for the
person with dementia,6 their families and care home
staff.9 There have been moves to improve the quality
of end of life care provided in care homes to avoid
unnecessary hospital admissions.9 This includes the
use of the Gold Standards Framework, which

Staff training

Views of people with dementia
In the first ever national survey of the palliative and
end of life care needs of people with dementia and
their carers, the three most common issues
mentioned by people who responded to the survey
were: care to meet physical needs; choice about
place of care; and practical support.13 People
described issues such as not knowing how a person
in the late stage of dementia was going to die; when
it would be right to stop antibiotics that were no
longer of use; staff not having discussions with
people about end of life; and giving carers the option
for their relative to die within the care home with
specialist services including palliative care brought
into the home, instead of having their relative sent
from the care home to die in hospital.13

Implications from the research
Future research could explore the areas that we still
do not know much about such as: end of life care in
care homes; the needs of carers as they support
their relative as the end of life nears; dying with
dementia in one’s own home; and the impact of
ethnicity on end of life support.
5

End of life care: What the research says

Improving end of life care for people with dementia
affects both health and social care staff across
disciplines and sectors. Commissioners and service
providers need to focus more on: the effective use of
specialist liaison and knowledge of dementia with
palliative care providers; skills training in pain
detection, management and relief; and end of life
nursing care. Combining the knowledge and skills of
specialist dementia nursing and palliative care
nursing will be beneficial for people with dementia
and their families.
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