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ABSTRACT

Appropriate management of advanced dementia
requires it to be recognised as a terminal con-
dition that needs palliative care. Interventions
during this stage should be carefully chosen to
ensure the improvement or maintenance of the
quality of life of the person with dementia. Ad-
vanced care planning is an important aspect of
dementia care. Carers and relatives should be

Caring for someone near the end of their life is an
integral aspect of dementia care. The advanced stage
of dementia is recognised as a terminal illness;
however, many relatives and health professionals
find it difficult to acknowledge this. Creating aware-
ness about advanced dementia is therefore essential.
Itis important to focus on dementia as a disease that
starts affecting the brain, but then, as it progresses,
affects the whole body. This will result in the shift
from aggressive medical treatment to palliative care
in advanced dementia. There are differences in end-
of-life care for patients with dementia and those
who are still cognitively aware." Issues associated
with end-of-life care share certain aspects with those
suffering from various other degenerative diseases,
but there are some unique challenges as well.

In a condition like advanced dementia, it is be-
yond the skill of doctors to give an accurate esti-
mation of how long the patient is going to live.
Researchers have been working on tools to estimate
the lifespan of people with dementia in the advanced
stages of the disease. The terminal stage is often
defined by a set of symptoms that include rapid
irreversible deterioration on a day-to-day basis, the
inability to eat orally, changes in breathing patterns,

educated and encouraged to actively participate
in discussions related to artificial nutrition,
cardiopulmonary resuscitation (CPR) and other
medical interventions.

Keywords: advanced dementia, end-of-life care,
palliative

weightloss, lack of mobility and semiconsciousness.
Towards the end of their life, a person with dementia
(PwD) is usually unable to communicate and also
becomes completely dependent on others for day-
to-day living. They are usually doubly incontinent,
frequently have infections like pneumonia and are
troubled by bed sores.

Ways should be found to provide quality person-
centred care for advanced dementia. Ethically ap-
propriate care in advanced dementia consists of
several principles. Good person-centred care responds
to the needs of the individual patient successfully.
There has been a steady increase in the number of
dementia patients receiving palliative care in hos-
pices in the developed world,” but this has not
received considerable attention in the developing
world. Many also question the transference of a
patient in the end stages of life to an unfamiliar
setting. Slowly but steadily, end-of-life care in de-
mentia is moving towards a palliative care approach.
Access to specialist palliative care should be based on
need.? Even towards the end of life it is possible to
help the person have a good quality of life and a
dignified death. Families need to be educated about
nutrition, cardiopulmonary resuscitation (CPR) and
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pain management to help them actively take part in
decision making. During the decision-making pro-
cess, religious and cultural aspects of care should
also be considered.

Advanced care planning (ACP) is also essential in
dementia. It refers to a process of discussing an
individual’s preferences for care they would like to
receive at a time when they may no longer be able to
make such decisions or be able to make their wishes
known. It is quite difficult to know the best time to
carry out ACP in dementia as the patient loses the
capacity to make decisions as the disease progresses.
Many consider it unacceptable and inappropriate to
discuss end-of-life issues and death with patients
who have dementia and their relatives as it might
be a traumatic experience. However, a recent quali-
tative study has shown that ACP done for people with
memory problems and dementia soon after diag-
nosis can be acceptable and perceived as a positive
and useful intervention. Carers found it helpful to
know the patient’s wishes in case they had to make a
decision on behalf of the patient in the future.*
Advance directives, in which a person with dementia
can indicate his or her wish to refuse medical treat-
ment, have been associated with reduced family
stress.”

Even though dementia is an illness that affects
one’s cognitive abilities, it is often not an all-or-
nothing phenomenon, even in an advanced stage of
the disease. Carers should be sensitive about the
body language, reactions, gestures and facial ex-
pressions of the PwD since they are valid guides to
their feelings and preferences. There definitely will
be times when the PwD is able to express him/herself
very clearly and the people around them should stay
alert to these instances so that they can understand
their preferences and wishes. Every effort should be
taken to explain things to the PwD. Even in places
where there is no equivalent of a legally valid ad-
vanced directive, efforts should be taken to docu-
ment in detail the PwD’s expressed wishes, especially
regarding artificial nutrition, CPR, ventilating and
medical treatments, and they should be honoured
as far as possible. People close to the patient would
be good advocates to let the medical team know
about their values and possible choices.

Artificial nutrition is a sensitive issue and a diffi-
cult decision to make for professionals and relatives
alike. At some stage of the disease, many patients
stop eating. Patients in an advanced stage of dementia
do not eat for several possible reasons, including
impaired swallowing, fear of choking, aspiration,
lack of taste and aversion to food. Progressive loss
oflearned behaviour is a core feature of dementia. As
commonly believed, tube feeding may not increase
survival rates in severe dementia. ®° There is also
some evidence to suggest that tube feeding is not

associated with improved nutritional status, preven-
tion of pressure ulcers or reduced infections.'® Lack
of eating may not be associated with pain or dis-
comfort.!! It should be a carefully considered de-
cision whether to tube feed someone who cannot
consent or understand what is happening as it is a
procedure that has discomfort and several compli-
cations. In most cultures, providing food for survival
is a basic aspect of love and care and withholding it
equates to starvation and suffering, which would
evoke severe feelings of guilt. Transcultural aspects
of care beliefs should be taken into account in all
decision making.'? Feeding patients small amounts
of food by spoon, giving small sips of fluids, keeping
the mouth and lips moistened and good oral care
are more important than tube feeding in most
patients.

What constitutes appropriate medical care and
how invasive can the interventions be for someone
with advanced dementia? A helpful guide to medical
decision making would be whether the procedure
provides any long term benefit and the amount of
discomfort associated with it. When in doubt, it
would also be helpful to consider whether the PwD
would have wanted it if he/she was able to make the
decision, judged by his/her decision making and
actions from the past. Carers should be actively
involved in all decision making processes. The dis-
cussion should be geared towards withholding ag-
gressive interventions without tangible benefits.
The treating team should identify a surrogate de-
cision maker for the patient based on the patient’s
previous wishes or the closeness of the relationship.
They should explain in detail the possible prognosis
and the medical treatments available. It should be the
responsibility of medical personnel to educate the
family about the benefits and burdens of each treat-
ment option. This should be explained in detail and
information leaflets should be provided if possible.
After this discussion there should be some clarity in
the relative’s mind as to what the appropriate treat-
ment is and what would be burdensome and invas-
ive to the patient, impairing their quality of life.
Diagnostic tests and procedures should be carefully
chosen to ensure that they have some bearing on
improving quality of life. Stressed relatives who
want the best for their loved ones can sometimes
forget that the most invasive and aggressive tests
and treatment may not necessarily contribute to a
better quality of life. It is often the responsibility of
the professional to focus the attention on quality of
life. Aggressive interventions should be replaced by
good quality palliative care resulting from effective
care co-ordination. The focus should be on symp-
tom management and developing specialist palli-
ative care services.
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There are several other decisions that the treat-
ment team must make and care components they
have to be aware of. These include the management
of pain, the use of CPR, ethnic differences and
spirituality. The impact of pain on the behaviour
of a PwD is becoming more recognised. Adequate
pain management is an important aspect of good
quality care and carers should be educated on how to
recognise, identify and monitor pain.'* There have
been ethical concerns about applying the tra-
ditional default of using CPR in end-stage dementia
patients, which can have untoward effects. Using
this default is flawed in end-stage dementia patients
as a large majority of patients would not have
wanted it. There have been proposals of using no
CPR in end-stage dementia as the default unless
specifically chosen by the patients in an advance
directive or by a surrogate decision maker.'* Behav-
ioural and psychological symptoms associated with
dementia will remain a challenging issue, even in
advanced stage. Aggression and resistance to care
may be indicators of unmet needs such as under-
detected or undertreated pain, delirium or infec-
tion.'®

Families go through varying degrees of feelings
of loss, depression, anxiety, guilt, frustration and
hopelessness, and often they do not get an oppor-
tunity to express their feelings as they are too busy
with caring for the patient and fear being judged. It
is important to provide family carers with space and
time to talk about their own feelings. They should
be equipped to deal with anticipatory grief. The
multidisciplinary care providers should be mindful
of this as studies have shown that ethnic group
differences exist in end-of-life care experiences
among carers, even though carer pressures are simi-
lar. Disparities in end-of-life care for people with
dementia from ethnic minority groups appear to
exist, possibly because of the double disadvantage of
dementia and ethnic minority status."®

The training of nursing and auxiliary staff in
hospitals and care homes in the palliative care
approach is essential to improve their knowledge
and skills in this area. Even if there are ethical and
practical difficulties in conducting good-quality re-
search in advanced dementia, there should be no
reason not to use a palliative care approach in
dementia management. Palliative care specialists
emphasise that identifying and responding to the
physical care needs of the PwD must form the
cornerstone of any approach.!” There are several
care models, such as the Gold Standard Framework
(GSF), that focus on care in the last year or months of
life, or, like the Liverpool Care Pathway (LCP), focus
on the last days and hours of life. GSF is a systematic
approach for professionals to provide good quality
care at the end of life.'® GSF emphasises good com-

munication, coordination, control of symptoms,
continuity, continued learning, carer support and
care of the dying. There should be regular communi-
cation and information-sharing between the family
and the professionals involved in care to ensure
improved quality of care and avoid confusion, mis-
trust and misunderstanding so that everyone involved
is aware of what is happening.
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