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ABSTRACT

Dementia is a chronic, progressive disease that is now much more widely recognised and treated. Patients with dementia may require palliative

care when they reach the end stage of their illness, or they may have mild—moderate cognitive symptoms comorbid with a life-limiting illness. The
variety of presentations necessitates a highly individual approach to care planning, and patients should be encouraged to set their own goals and
contribute to advanced care planning where possible. Assessment and management of distressing symptoms at the end of life can be greatly helped
by a detailed knowledge of the individuals” prior wishes, interdisciplinary communication and recognition of changes in presentation that may result
from new symptoms, for example, onset of pain, nutritional deficits and infection. To navigate complexity at the end of life, open communication that
involves patients and families in decisions, and is responsive to their needs is vital and can vastly improve subjective experiences. Complex ethical
dilemmas may pervade both the iliness of dementia and provision of palliative care; we consider how ethical issues (eg, providing care under restraint)
influence complex decisions relating to resuscitation, artificial nutrition and treatment refusal in order to optimise quality of life.

INTRODUCTION

Provision of high-quality dementia care and palliative care may present
a number of practical and ethical challenges. Provision of palliative care
to people with dementia can be particularly complex and will require
close attention to individual goals and an interdisciplinary approach using
the skills of the multidisciplinary team. In preparing this paper, we have
in mind that rising dementia prevalence globally' means that patients
with dementia will more commonly present to palliative care physicians,
where dementia is a comorbidity to other life-limiting conditions, and that
an increasing number of individuals with severe dementia may require
palliative care specifically in relation to their cognitive disorder.

The provision of palliative care for patients with dementia is enshrined
within the National Institute for Health and Care Excellence (NICE)
Dementia guidelines.? These guidelines suggest incorporating a palliative
care approach that considers physical, psychological, social and spiritual
needs to maximise the quality of life for individual patients, for example,
through management of pain, nutrition and advance care planning. For
patients at the stage in their illness where palliative care may be appro-
priate, there are likely to be many benefits to patients and their families
of a palliative approach that is holistic, person centred and focuses on
quality of life. The approach taken to communication and management
of complex issues will vary significantly depending on individual circum-
stances and dementia severity. In this paper, we summarise an approach
to diagnosis of dementia, assessment and management of common
symptoms at the end of life, approaches to communication and a discus-
sion of ethical issues.

METHODS

The search strategy used PubMed, Medline, Google Scholar and the
Cochrane Database, using the terms ‘dementia’, ‘palliative care” and ‘end
of life" from 2000 to January 2018. These databases aimed to access
a wide variety of literature pertinent to this clinical issue, using a wide
timescale to ensure inclusivity. This search was completed on 20 January
2018. Studies were included in this review due to their quality and their
clinical relevance.

DIAGNOSING DEMENTIA

Dementia is a broad term encompassing a range of conditions, each with
particular presenting features. At its core, it is a chronic and progres-
sive condition with a duration of at least 6months, affecting two or
more higher cortical functions, and with an adverse effect on occupa-
tional or social function (see figure 1). The symptoms should not be
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Figure 1 Diagnosing dementia.

due to psychiatric disease or delirium, and patients should be alert and
conscious.® Common cognitive changes are amnesia, aphasia, apraxia,
disorientation and altered executive function. These may be accompa-
nied by a range of non-cognitive symptoms, including apathy, personality
change, low mood, anxiety and irritability.

Rates of dementia diagnosis are rising*; however, patients may stil
present without a formal dementia diagnosis. Where this is suspected,
a cognitive history from the patient and collateral history from an infor-
mant will signpost towards a diagnosis. Blood should be taken to screen
for reversible causes of cognitive impairment (full blood count, urea and
electrolytes, liver function tests, thyroid unction tests, B, , folate, glucose
and calcium), as recommended by NICE.? Referral for a more detailed
neurocognitive assessment at a memory clinic may be appropriate.

PREDICTING POOR OUTCOME

Cognitive assessment of dementia can provide a useful overview of
dementia severity; however, prognosis varies on the stage of cognitive
disorder and also on comorbidities, particularly those relating to cardi-
ovascular disease. Despite the current availability of literature giving
estimates of life expectancy,® predicting death is notoriously difficult
even in the later stages of the illness and prognosis varies considerably
among individuals. There are several factors that may be interpreted as
indicating a higher likelihood of death within a matter of months, such as
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Figure 2 Dementia progression: changing care goals and priorities."’

aspiration pneumonia, but even existing prognostic tools are only modest
in their ability to inform the estimate.t 7 Thus, there are real challenges
in conveying both the poor prognosis itself and the level of uncertainty in
predicting terminal events.

In those with severe dementia, where a comorbid life-limiting illness is
suspected (eg, cancer), there can be a reluctance to investigate patients.
While it is important to be mindful of their overall quality of life and the
need to limit unnecessary investigations, even in those with severe
dementia, accurate diagnosis of underlying conditions can be crucial to
help guide treatment, aid prognosis and assess the need for palliative
care.

GOALS OF CARE

Individual priorities and goals of care will vary significantly depending on
the stage of dementia (see figure 2), and discussions need to be tailored
to the stage of illness. It is important, however, that complex decisions
are discussed at a relatively early stage, when a person with dementia
may be actively involved in care planning. Advance care planning allows
patients and their families the opportunity to discuss future wishes and
goals of care, for example, resuscitation, nutrition, location of end-of-life
care and limits on treatment.® These issues are equally pertinent for indi-
viduals with dementia, as they are for those with other terminal illnesses.
Making reference to any pre-existing legal statements and consulting a
Lasting Power of Attorney (if available) is important. There are resources
to aid advance planning, which include emergency healthcare plans,
advance statements and advance decisions to refuse treatment.? While
the format of the plans themselves may vary, the hallmark of an effective
planis one which is clearly documented, readily accessible and which can
adapt to change in response to the person’s care needs.

A frank discussion about the nature, challenges and progression of the
disease early on will enable patients to receive medical care consistent
with their values, goals and preferences. '’ In the later stage of dementia,
the emphasis of the care plan is generally the promotion of comfort and
symptom control as the primary goal."" The CASCADE study followed
323 nursing home residents with advanced dementia for 22 months to
assess progression and outcomes. It found that residents whose families
and carers had an understanding of the clinical course and poor prognosis
were less likely to undergo burdensome interventions in the final days of
life.'? Another study focusing on goals of care, palliative treatment plans
and intervention in dementia leads to half as many hospital transfers for
nursing home residents with advanced dementia.'?

ASSESSMENT AND MANAGEMENT OF SYMPTOMS

Pain

Assessment

Pain can be a significant, under-reported and undertreated problem
in patients with dementia.’® Pain behaviours can be complex and
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individualised and can be associated with depression, functional impair-
ment and agitated behaviour." Clinically, recognising distress is an impor-
tant first step.'® There are a number of pain assessment tools available,
for example, PAINAD (Pain Assessment in Advanced Dementia Scale).”
It considers breathing, negative vocalisation, facial expressions, body
language and the ability to be consoled. Important factors identified in
a recent study highlighted three key elements to identifying an overall
picture of pain: time to get to know the individual and their carers to
identify cues, interdisciplinary communication and availability and range
of pain management resources.'®

Management

Ageing is related to a high incidence of painful conditions, including
musculoskeletal (such as arthritis) and neuropathic pain (as a result of
diabetes or stroke).' It is therefore important to consider a patient's
medical history. Non-pharmacological pain management strategies such
as patient repositioning can be valuable.'® When considering pharma-
cological management, it is important to consider potential side effects,
including worsening confusion.'® Considering the possible cause of the
pain and working using the principles of the WHO analgesic ladder?° are
good initial steps, for example, commencing regular paracetamol. When
a patient might not be able to request analgesia, making sure it is ‘by the
clock’ is important.2’ Choosing an analgesic depends partly on ease of
administration; oral routes where possible are easiest. Transdermal medi-
cation can be helpful if an oral route is challenging. In exceptional cases,
covert medication may need to be considered, following an assessment
of capacity and a best-interests decision.?'

Behavioural issues

Assessment

Agitation and aggression are common problems in dementia.?? These
behaviours may be an active attempt by the person to express an unmet
need.?® Therefore, having a clear idea of what is happening and what
the person is normally like is essential, as terms like ‘aggression’ and
‘wandering’ are non-specific.2 Using an assessment tool such as the
DisDAT assessment may be helpful to put the distress into context, for
example, anxiety can be more common in patients who have suffered
from it at other times in life."® 2 An alternative is the use of ‘ABC’
charts, so that the Antecedents, Behaviour and Consequences can be
clearly documented, and any behavioural patterns noted to guide further
management.

Management

If there is an identifiable unmet need, then treating it can reduce agita-
tion."”” These can be physical things like pain, constipation, fatigue
or maybe side effects from the introduction of a new medication.”®
Non-pharmacological approaches should be considered first line and can
include environmental modification, sensory stimulation and attempts
to improve communication.?? Antidepressant and anticonvulsant medi-
cation may have a role in reducing agitation, but it is unclear whether
this is of benefit in palliative care settings.2* Antipsychotics are the most
commonly prescribed drug for challenging behaviour,”® but should be
prescribed bearing in mind their significant side-effect profile, including
falls, increased risk of cerebrovascular events, drowsiness and extrap-
yramidal symptoms.? Despite these side effects, medications such as
risperidone, quetiapine and olanzapine may be beneficial (off-license) in
severe agitation or psychosis, or where behaviour is putting the patient or
others at risk.?® Antipsychotics should be avoided in Lewy body dementia
due to a higher risk of adverse events. Benzodiazepines may be consid-
ered in the last days of life. In one study, it was in the final 2 days before
death that sedating medications like midazolam were more widely used.”®
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Nutrition

Assessment

Weight loss is common in dementia primarily due to reduced calorie
intake."? Struggling to eat adequate calories in advanced dementia can
be due to many reasons including appetite loss, poor oral health, forget-
ting to eat, agnosia (not recognising food), apraxia, communication prob-
lems, swallowing problems, anxiety, distraction, distress and when there
is comorbid infection.”’ Loss of a safe swallow can lead to aspiration,
which occurs in around 30% of this cohart of patients.?’ It may be appro-
priate for a dietician to assess nutrition and/or a speech and language
therapist to assess swallowing.

Management

There are simple strategies that can be helpful including supplementa-
tion of food, presentation of food (pre-cut, softer or smaller portions),
allowing additional time for meals, and encouragement and support when
eating.”” %8 Keeping a patient with advanced dementia “nil by mouth'’ for
a period of time can mean that they never regain their swallow as they
may lose the autonomic memory of oral feeding.?’ If they are still keen
to or able to eat, then it may be that a best-interests decision process is
required if they are at risk of aspiration.

Families, care staff and medical teams may question whether to provide
nutrition and hydration either in the form of nasogastric (NG) feeding,
percutaneous endoscopic gastrostomy (PEG) feeding or parenterally. In
the USA, artificial nutrition is more commonly used; in the CASCADE
trial, 8% of the patients studied were tube fed with 7.3% undergoing tube
feeding in the last 3 months of life."> Murphy and Lipman compared a
group who had a PEG tube inserted and were fed with a similar size group
who did not receive artificial nutrition.?? It showed no survival benefit with
artificial nutrition. The evidence suggests that NG or PEG placement does
not improve overall functional status, prevent aspiration or extend life and
can be associated with a greater mortality.®” NG tubes can be uncom-
fortable and inserting PEG tubes comes with risks of complications.?’ It is
helpful if a patient and the family have advance plans around nutrition and
also have had the opportunity to have conversations about the benefits
and burdens of different interventions.

There are occasional situations where tube feeding may have addi-
tional benefits, for example, administration of medications for patients
with Parkinson’s disease who are unable to swallow.”’ Subcutaneous or
intravenous fluids are occasionally used during an acute illness for short-
term support?’; however, caution is needed due to the risk of fluid over-
load,?® and they are not generally appropriate at the very end of life."”

Infections

Assessment

Infections, particularly pneumonia and urinary infections, are common
in advanced dementia and can often be terminal events.®' Patients
frequently present with an unexplained change in behaviour such as
agitation or increased confusion.?? Therefore, any change in behaviour
should be a trigger to check for signs of infection. Antibiotic use is exten-
sive—a study looking at antimicrobial use found that 66% of patients
with advanced dementia received at least one course of antibiotics over
a 322-day period, with administration increasing significantly as patients
approached death.®® While there may be acute individual benefits, high
levels of antimicrobial use may lead to an increase in individual treatment
burden, Clostridium difficile infection®* and the emergence of antimicro-
bial resistance.® There can be complications associated with administra-
tion, drug side effects and the distress of investigations.

Management
The decision whether to treat an infection in a patient with advanced
dementia needs to align with the patients’ goals of care. If treatment
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is necessary, it should be based on a clinical assessment of severity,
for example, CURB-65,%® and antimicrobial use, for example, local anti-
microbial guidelines. One study investigated treatment of pneumonia in
nursing home residents with advanced dementia and found that anti-
microbial treatment was associated with prolonged survival but not
improved comfort.®® This was also borne out in the CASCADE study
that highlighted prolonged survival in these patients, but with increased
discomfort.'? If comfort is the goal, then the main focus should be on
treating symptoms with palliation.®’

COMMUNICATION WITH FAMILY AND CARERS

Communication with carers and families is an integral part of caring for
patients with dementia. One qualitative study reviewing end-of-life care
in older people in acute wards highlighted that carers’ experience of the
end-of-life care of their relative was enhanced when a mutual under-
standing was achieved with healthcare professionals. Those who felt
unsure about what was happening were much more likely to be distressed
by their relative’s end-of-life care.*® When considering what can be done
to improve communication, four key areas have been highlighted, which
can lead to satisfactory involvement: feeling that information is shared,
feeling included in decision-making, feeling that there is someone you can
contact when you need to and feeling that the service is responsive to
your needs.®® Guidance and support is needed by families as they tran-
sition from a curative mindset to a more comfort-led approach.*® Open
communication and a trusting relationship is integral to this process.?’

ETHICAL ISSUES

Care of a patient with dementia towards the end of their life may neces-
sitate complex discussions about their treatment and care. A culture of
openness in the face of these challenging subjects has been found to
lead to better outcomes. The Delphi study defines optimal palliative care
in dementia, informed by the available literature and global panel of 89
experts."" It outlines the importance of person-centred care, communi-
cation and shared decision-making that anticipates and plans for poten-
tial difficulties. Despite the need for care planning and discussion around
pre-terminal events, the rate of hospital admission and trials of various
treatments are high in patients with advanced dementia.'? The consensus
of the Delphi study on avoiding overly aggressive, burdensome or futile
treatment advises prudence when considering an acute admission and to
place it in context of the individual's goals of care.

When caring for a person with dementia, particularly at the later
stages, there may be situations where they may be resistive of various
types of care intervention (washing, toileting, dressing, having medica-
tions administered and feeding). Staff involved in giving such care may
be called on to make decisions regarding whether or not to undertake
the intervention in the context of judicious restraint, sometimes termed
forced care’.*" Forced care is viewed under the Mental Capacity Act* as
a type of restraint.*® The use of restraint in people who lack capacity is
considered acceptable, or at least free from the threat of liability, provided
that two conditions are met: that “the person taking action must reason-
ably believe that restraint is necessary to prevent harm to the person
who lacks capacity, and the amount or type of restraint used and the
amount of time it lasts must be a proportionate response to the likelihood
and seriousness of harm”.*? The guidance also clearly states that carers
should consider less restrictive options before using restraint.*? Thus,
there exists a tension between the desire to provide basic interventions
(washing, changing soiled pads) and the very action of providing this care
precipitating distress. The exploration of when to give care and when not
to give care links with the need to provide measures of comfort to the
dying person. Symptoms may manifest as resistance, aggression or other
behavioural disturbance. In order to navigate these situations success-
fully, there needs to be consideration of what basic care to provide and
whether any form of restraint is justified. The perspectives of all care
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givers must be explored, along with tools to assess behaviours supported
by nursing and specialist psychiatric team input.

LOCATION OF CARE

When questioned about ideal location of death, over two-thirds of people
would prefer to die in their own homes*; however, there has been a
gradual shift to deaths in hospitals or other formal care homes, particu-
larly in those aged over 65.% According to a 2010 report by the National
End of Life Intelligence Network, 58.4% of people aged 75 and over died
in hospital, 12.1% died in nursing homes and 10.0% of deaths were in
residential homes. Only 15.5% of people aged 75 and over died in their
own residence and 3.1% of deaths were in a hospice, a much lower
proportion than in all other age groups.*®

CARE HOMES

The Alzheimer’s Society estimates the prevalence of dementia in care
homes at 69.0% (62.7% for men and 71.2% for women).*” People move
into formal care at many different stages in their illness, but once in care
the likelihood of death in this setting is high.*® There are many poten-
tial difficulties in managing the palliative stage of dementia within this
setting, particularly availability of access to both senior primary care and
specialist palliative input, lack of co-ordination of professionals involved
in palliation, lack of staff confidence and training.*®

HOSPICES

There are particularly low rates of admission to hospice care for patients
with diagnoses of dementia. There exists some tension between the
need for specialist input regarding the management of symptom control
at the end of life, and the emphasis of hospice placements being reserved
for those with the most complex and challenging end-of-life needs. While
hospice environments may be excellent for many people, they may not
always be appropriate for those with severe dementia. For example,
hospice environments designed to provide easy access to outside space
may not be appropriate for a patient who is prone to disorientation and
may leave the building and be unable to find their way back. The majority
of symptoms found at the end of life in dementia may not necessarily
warrant an admission to a hospice; however, input and particularly guid-
ance in the form of outreach may be invaluable in allowing a person with
dementia to die in a more appropriate environment or without a move
being required.

HOSPITAL

Many patients” ideal place of death would not be in hospital, particu-
larly if that death is anticipated. There will be occasions when a move
to hospital may be necessary or preferred, for example, in the instance
of a fall and likely fractured bone, admission to hospital may be the only
way of ensuring adequate symptom control and pain relief. While hospital
admission may not be desired, it may provide continuity of care, inten-
sive management of symptoms and relief of carer stress. Comprehensive,
advanced care planning, structured on an individual basis, is invaluable in
assisting and reducing unwanted admissions, and ensuring this is used
only when necessary and appropriate.

CONCLUSION

The underlying message from much of the literature refers to the need
for an individualistic, person-centred approach, which incorporates their
personal narrative, and the physical, psychological and spiritual dimen-
sions to their life.%" For patients with dementia, there may be particular
communication challenges and additional nuances to consider in relation
to advanced care planning and ethical issues in care. It is clear that there
is much to be gained for patients and their families by adopting, at the
right stage, a palliative focus to treatment. For palliative care specialists,
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greater knowledge about assessment, diagnosis and management of
dementia may inform their holistic approach to individuals. It is impor-
tant that this specialist knowledge is available in a variety of settings and
that clinicians from different backgrounds feel confident in conducting
difficult conversations about sensitive issues in relation to resuscitation,
tube feeding, treating infections and hospital transfer, and can commence
treatment with a palliative focus.
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