PEER REVIEWED FEATURE 3 CPD POINTS

Death, dying
and dementia

SUE MARKHAM Bappsci
TIFFANY JESSOP Bsc(Hons), PhD

CARMELLE PEISAH wB BS(Hons), MD, FRANZCP

Identifying patients nearing the end of life is important so that
patients, families and their GPs can prepare and work together to
provide quality care and comfort to the patient according to their

wishes and preferences.

hat constitutes quality care

at the end oflife for terminal

illnesses such as cancer is

well defined. However, the
needs of people living and dying with
dementia are very different, and barriers
to providing quality palliative care in this
context are challenging for a number of
reasons, not the least being the lack of
recognition of dementia as a terminal
illness and misinterpretation of what
palliative care means. Considering the
progressive functional and cognitive
decline associated with dementia, it is
essential to plan ahead for end-of-life care
while the patient can still contribute to
decision-making relating to their care. GPs
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are well placed to have these early discus-
sions as they know the patient and their
family well, and although not easy in
practice, patients look to their GPs to
initiate these conversations.

Dementia is a terminal illness. In Aus-
tralia in 2017, dementia was the leading
cause of death in women and the third
leading cause of death in men.! Dementia
shortens life, although progression is
widely variable depending on the timing
of diagnosis, the disease type and comor-
bidities.? Healthcare professionals therefore
need to be skilled and prepared in dealing
with dementia at the end of life. Manage-
ment of death and dying in dementia is
intrinsically part of the clinician’s role,
particularly for GPs who are usually in it
for the long haul with their patients.

Quality of dying is the number one
priority of care towards the end of life.
However, what quality of dying means to
the patient, their family, their doctor and
their care staff varies greatly. Factors rated
as important at the end of life or intrinsic
to a ‘good’ death include, for example,
being in control, mentally aware, free from
pain and at peace with God, knowing
when death is coming and what to expect,
being shown dignity and given privacy,
choosing where death occurs and having
time to say goodbye and access to expertise
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KEY POINTS

Dementia is a chronic,
neurodegenerative, terminal
illness with widely variable survival
times of three to 12 years that
make predicting death difficult.
Throughout the course of dementia,
the goals of care should be to
improve quality of life, maintain as
much function as possible and
maximise the person’s comfort.

A palliative care approach for
patients with dementia should be
implemented in a timely and
personalised way, not in the last
few days of life but in the last

12 months or even earlier. |
The Gold Standard Framework is |
aimed at helping to identify people

in the last year of life, and to

assess their needs, symptoms and
preferences and plan care on that

basis.

An advance care plan needs to be
distinguished from a legally binding

advance care directive made by

the patient; in many ways it can be

more helpful because it is dynamic

in accordance with the person’s

needs.

The key to managing behaviour

change in patients with dementia

is to work out the underpinning

biological, psychological or
social/environmental cause(s),

including unmet needs.

Effective pain management can

not only provide relief from pain,

but also relief from agitation in

people with dementia.
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(Box 1).>* As variable as these are, they are
differentially ranked as important by
patients, doctors, families and care pro-
viders.® Therefore, achieving a consensus
for goals of care that are driven by the
patient’s will and preferences is an impor-
tant clinical goal for end-of-life care in
dementia. The best death is the one that
is wanted by the patient and the family.
Human rights of equitable access to health
care, to the relief of distress and pain and
to autonomous decision-making are at
stake here.

In order to achieve such a consensus
while honouring the patient’s ‘will and
preferences’, clinicians need to talk about
death and dying sooner rather than later.®
However, there are significant constraints
that limit communication about death

and dying between patients and their
doctors. Some clinicians avoid dealing
with death and dying until it is immi-
nent, which poses a considerable barrier
to providing the best end-of-life care.®
Dementia is often not perceived as
life-limiting, which means a palliative
approach to care may be lacking.? How
can discussions about treatment limita-
tions, fears, timing and place of death
— all considered priorities by patients —
ensue, if discussions about death and
dying are not on the table?’

Itis crucial to provide timely, personal-
ised and appropriate end-of-life care to all
patients with dementia. Throughout the
course of dementia, the goals of care should
be to improve quality of life, maintain as
much function as possible and maximise
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1. WHAT IS A ‘GOOD’ DEATH?3#

The factors rated by patients, families,
doctors and care staff as important at
the end of life or intrinsic to a ‘good'
death include:

¢ to know when death is coming, and to
understand what to expect

¢ to retain some control over what
happens

* to have control over pain relief

¢ to be shown dignity and given
privacy

¢ to choose where death occurs

¢ to have access to information and
expertise as required, as well as
access to chosen spiritual or
emotional support people/services

¢ to have control over who is present at
the time of death

¢ to have advance care directives that
ensure wishes are respected

¢ to have time to say goodbye

¢ to not have life unnecessarily
prolonged

the person’s comfort. Although particular
goals will change over time, these priorities
should be consistent at all stages of the
illness, including the end oflife.”

In this article, we seek to provide a prac-
tical guide to GPs for achieving the best
possible quality of dying for their patients
with dementia. We outline an approach
to the ‘when’ and ‘how’ of discussing death
and dying, the role of palliative care and
the importance of understanding advance
care planning and end-of-life law in the
context of dementia. We suggest that,
before you read the article, you test your
current understanding by answering the
questions in Box 2, then repeat the quiz
for self-assessment after reading the
article.

Initiating discussions about
death and dying

Sooner rather than later

Earlier identification of people nearing
the end of their life benefits patients,
carers and healthcare professionals alike.
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DEATH, DYING AND DEMENTIA continued

2. CASE SUMMARY AND QUESTIONS

Mrs Z was an 84-year-old widow with two adult daughters. She had moved between
residential aged care facilities a year ago. Before entering residential care she had been
cared for by her daughters at home for four years.

She had a lengthy history of dementia complicated by heart disease including
congestive cardiac failure, stroke, atrial fibrillation and chronic airways disease. She was
wheelchair-bound, although in recent months she had rarely left her bed, and was totally
dependent on staff for activities of daily living. She had lost considerable weight over this
period and had little spontaneous speech.

For weeks, she had been noted to be agitated, frequently screaming, refusing care and
spitting out medications, and haloperidol was prescribed. She was often breathless.

An advance care directive had been signed by her daughter some years earlier with a
stated goal of care being ‘palliative’ with ‘everything to be done to keep the resident
comfortable and maintain the best possible quality of life until natural death occurs’.

On 10 May 2011, she was suspected to be suffering from vaginal bleeding and was
transferred to the local Emergency Department and then discharged back to the nursing
home. On 12 May 2011 she was noted to be drowsy and unresponsive and was again sent
to the Emergency Department.

She died on 15 May 2011. The cause of death was a coronary artery thrombosis on a
background of multiple comorbidities including cerebrovascular disease and cerebral
infarctions, pneumonia and dementia.

Suggested questions to test your knowledge before and after reading the article:

. Mrs Z was ‘probably dying’ on:
.10 May 2011
.12 May 2011
.1 March 2011
.15 May 2011

O 0O T QO =

. The appropriate dose of haloperidol to treat Mrs Z’s screaming was:
. 0.25 mg twice daily

. 2.5 mg twice daily

None

. 5 mg twice daily

o0 T oON

. The advance care directive was not valid because:

. It was made too early

. It was made too late

. We know Mrs Z didn’t have capacity at the time it was made
. It was written and signed by her daughter

o 0O T O W

. The following is true about the use of analgesia in this setting:

. Morphine is contraindicated

. There is evidence that analgesia helps screaming and agitation
. Panadol as needed would have been useful

O T O M

5. Sending Mrs Z to hospital to investigate and treat her vaginal bleeding would have
been in keeping with the advance care directive, were it valid.

a. True

b. False

6. Sending Mrs Z to hospital to investigate and treat her sudden drop in consciousness
would have been in keeping with the advance care directive, were it valid.

a. True

b. False

q(9) :a () :q (v) :p (€) :8UON (2) 0 (T) :SIeMsSuUy
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The Gold Standard Framework (GSF),
first developed in the United Kingdom
in 2000 from within primary care, is
aimed at helping to identify people in the
last year of life, and to assess their needs,
symptoms and preferences and plan care
on that basis (Box 3).® According to the

GSE, benefits of doing so for patients and

carers include:

o enabling patients to have more
involvement and control over their
care, fostering a collaborative
approach

« allowing patients to let carers, family
and healthcare professionals know
their wishes, highlighting patient
choices

o helping patients to set their own
goals, priorities and expectations for
future care

« allowing more time to be prepared
for the future, discuss important
issues and get their affairs in order

o increasing the likelihood that people
will live and die in the place and
manner of their choosing.

Being in control over choices at the
end oflife is a priority for patients;** how-
ever, institutional deaths, which comprise
86% of deaths, are often associated with
a perceived lack of control.® When dis-
cussions about death and dying are
delayed or avoided, people and their
families do not have the opportunity to
prepare for death, and the quality of
death is rated as poor.’ Further, effective
communication at the end of life has been
linked to improved patient outcomes
such as pain control, adherence to treat-
ment and psychological functioning in
patients.”® How well patient wishes are
followed and treatments are explained is
associated with higher-quality dying."
Conversely, when discussions are avoided
or delayed, referral to palliative care ser-
vices can be perceived as a sign of
impending death, inducing fear and
uncertainty in patients and families."
Anecdotally, we have found that late
referral to palliative care is often rejected
by families for exactly this reason.
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DEATH, DYING AND DEMENTIA continued

3. THE GOLD STANDARD FRAMEWORK®

Step 1

The ‘surprise question’ is particularly useful: Would you be surprised if this patient

were to die in the next 12 months?

If not, consider what you can do to improve the patient’s quality of life; in addition,
think about what you can do to prepare for further decline.

Step 2

Are there general indicators of decline and increasing needs?

These include:

* general physical decline

¢ increasing dependence and need for support

¢ repeated unplanned hospital admissions

advanced disease

¢ presence of significant multimorbidities

* decreasing activity — functional performance status declining (e.g. Barthel score*),
limited self-care, in bed or chair 50% of day and increasing dependence in most

activities of daily living
* decreasing response to treatments
¢ decreasing reversibility

* patient choice for no further active treatment and focus on quality of life

¢ progressive weight loss (>10%) in past six months

* sentinel event e.g. serious fall, bereavement, transfer to nursing home, serum

albumin <25g/L

Step 3

Are there specific clinical indicators in the person with dementia?
Specific triggers/indicators that someone is entering a later stage of the illness include

all of the following;:
¢ inability to walk without assistance, and
¢ urinary and faecal incontinence, and

* no consistently meaningful conversation, and

¢ inability to carry out activities of daily living, and

¢ Barthel score <3*

Plus any of the following: weight loss, urinary tract infection, severe pressure sores
(stage 3 or 4), recurrent fever, reduced oral intake, aspiration pneumonia

*Barthel score is an ordinal scale used to measure performance in activities of daily living. The maximal score is
100 (www.racgp.org.au/clinical-resources/clinical-guidelines/key-racgp-guidelines/view-all-racgp-guidelines/

silver-book/tools/barthel-index)

The World Health Organization -
supported by the Australasian Chapter of
Palliative Medicine - defines palliative care
as ‘an approach that improves the quality
oflife of patients and their families facing
the problem associated with life-threaten-
ing illness, through the prevention and
relief of suffering by means of early iden-
tification and impeccable assessment and
treatment of pain and other problems,
physical, psychosocial and spiritual’."?
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The key phrase here is ‘early identifica-
tion’, and this applies equally to dementia
asit does to cancer and other more obvious
life-threatening diseases. The role of any
clinician involved in dementia care is to
demystify palliative care and to educate
patients and families that a palliative
approach does not signal impending death
(or worse still, ‘stopping treatment’), but
rather prioritises quality of life as the target
of treatment.
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Early discussions of death and dying
benefit healthcare professionals by:*

o reducing the risk of a reactive crisis
intervention through proactive
planning

« helping clinicians to make the most
appropriate decisions

« facilitating good communication and
coordinated, person-centred care

o reducing the risk of unwanted
hospitalisations or interventions

« helping to plan allocation of services
and resources

« providing a common language for
professionals involved in end-of-life
care.

For these reasons, a ‘diagnosis of dying’
is no longer limited to the last hours or
days of life or when death is imminent.

The place of prognosis

Dementia is a chronic, neurodegenerative
disease with widely variable survival times
of three to 12 years that make predicting
death difficult." The GSF Prognostic Indi-
cator Guidance states that people are
approaching the end of life when they are
likely to die within the next 12 months
- giving rise to the ‘surprise question’
(Box 3).® This is a rough indicator only
and meant to actas a trigger for discussion.
Using this approach, on the one hand, the
family is not blindsided by discussions
pre-empted by impending death, and on
the other hand, death is not ‘diagnosed’
too early.

Clinicians need to recognise the limi-
tations of prognostication: that it does not
provide an accurate prediction of death
but can be used as an impetus for starting
discussions about death. It especially pro-
vides an opportunity to discuss previously
expressed end-of-life wishes, ideally artic-
ulated earlier in an advance care directive
(see below) when the person was more
able to participate in discussions.

Why is it so difficult to discuss
death and dying?

Although the GSF provides a guide to the
appropriate timing of discussions about
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death and dying, this does not mean that
patients and families will always want to
talk about death and dying. For some,
such discussions are catastrophic. Dis-
cussing death and dying is usually more
distressing for families than for patients.
Yet, many patients want GPs to take the
initiative to discuss end-of-life issues, and
welcome the opportunity.”®

GPs may be best placed to have dis-
cussions about death and dying, but it is
not always easy for them. Perhaps the
biggest obstacle for the clinician in talking
about death and dying is their own feel-
ings. Many doctors feel uncomfortable
talking about death and dying, sometimes
because of their own ‘death anxiety’, par-
ticularly among those who have had less
involvement with deaths, or because of a
sense of therapeutic failure.”® As a result,
doctors may overestimate the chances of
recovery, or focus on treatments to pro-
long life.

Given the uncertainty of prognostication,
itis easier and more appropriate to introduce
the concept of moving towards the end of
life while focusing on what is important,
namely, the goals of care and quality of life.
The framework’s concept of ‘living well and
dying well’ can be useful for this.

Areas to consider after
discussions have been initiated
Meeting preferences and
determining goals of care
Standard 3c of the revised Australian
Aged Care Standards requires that ‘the
needs, goals and preferences of consumers
nearing the end oflife are recognised and
addressed, their comfort maximised and
their dignity preserved’.'®
Providers are expected to ensure that:
« the person’s needs, goals and
preferences for their end-of-life care
are reflected in their care and
services plan, including the situation,
environment and place where they
wish to die
o processes are in place to support
conversations with the person
(and others they may nominate)

about their cultural, spiritual

and physical needs
« thereisa timely response if a person

is in distress in order to relieve or

prevent suffering and maintain
dignity at the end of their life.

These standards highlight the impor-
tance of meeting the goals and preferences
of patients. Ideally, these have been artic-
ulated earlier by the patient in an advance
care directive before death and dying has
been ‘diagnosed’. An advance care direc-
tive is a legal document written by the
person (not by their family) that can be
used to communicate specific instructions
about types of treatment (including refusal
of treatment) or to communicate general
care or treatment preferences (e.g. place
of death). This allows healthcare profes-
sionals to understand and respect the
person’s wishes and preferences in the
event that they cannot make them known.
Because they have a holistic understand-
ing of patients, their illnesses and their
families, GPs are the best-placed profes-
sionals to work proactively with people to
develop advance care directives.” A
toolkit and training package has been
designed to equip GPs, practice nurses
and practice managers in Australia to
support advance care planning and pal-
liative care in everyday general practice
(www.theadvanceproject.com.au/tabid/
5218/Default.aspx).

For an advance care directive to be
valid, it must be made by a person with
capacity to make one (competent to make
an advance care directive).!® Clinicians
must follow a valid and applicable advance
care directive, and may be liable under
civil and criminal law if they do not.”

In people with late-stage dementia,
when death and dying is usually diag-
nosed, the ability to give consent for such
complex decisions as making an advance
care directive may be lacking, although
this capacity always needs to be tested. It
can be assumed that a previously made
advance care directive was validly and
competently made. If, after testing, the
person is found to lack capacity to make
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4. ADVANCE CARE DIRECTIVES AND
PLANS

* Advance care directives are made by
the patient when they are competent
to do so

They differ from an advance care plan
that may be made by a family
member in consultation with the
patient’s healthcare team

* An advance care plan is a living
document that can be changed to
suit the patient’s changing needs
while always being grounded in the
core values, preferences and care
goals articulated by the patient

* Advance care directives are bound
by law

¢ ‘Do not hospitalise’ orders or
instructions about hospitalisation
should be an intrinsic part of both
advance care directives and plans

an advance care directive, a collaborative
advance care plan should be made instead,
involving the person (as far as possible),
their family, their doctor and senior care
staff. An advance care plan made in this
way needs to be distinguished from a
legally binding advance care directive
made by the patient (Box 4). In many ways
an advance care plan can be more helpful,
because it can, and needs to be, dynamic
inaccordance with the person’s needs. The
model of care of the European Association
for Palliative Care stresses the importance
of changing care goals throughout the
course of dementia.?® Recognising this, we
suggest that competent patients who draw
up advance care directives could be
encouraged to include a statement aimed
at canvassing wider opinion as their dis-
ease progresses to enable the dynamic and
multitudinous facets of their disease to be
addressed while respecting the initial
expressed autonomy of the patient.
Itisimportant in this process to under-
stand that even in the absence of capacity
to make a directive, the person may still
have capacity to make smaller, less complex
decisions, including articulating their
wishes, that help shape goals of care. They
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DEATH, DYING AND DEMENTIA continued

5. RESOURCES ON END-OF-LIFE LAW

End of Life Law in Australia. A website
to help explain end-of-life law
https://end-of-life.qut.edu.au

End of Life Law for Clinicians. A
training program for clinicians about
end-of-life law, funded by the
Commonwealth Government
https://palliativecareeducation.com.
au/course/index.php?categoryid=5.

State- and territory-specific
information about advance care
planning and directives
https://www.advancecareplanning.
org.au/resources/advance-care-
planning-for-your-state-territory.

have a right to supported decision-making
to facilitate their involvement in their own
end-of-life care.” When thisis not possible,
substitute-decision-making regimens in
all states and territories in Australia are
used to determine who the appropriate
decision-maker is."® Decision-making at
the end oflife, although guided by health-
care professionals, is never solely in the
hands of the medical practitioner, or the
residential care facility (RCF) or aged-care
provider.

One of the most important and relevant
instructions in an advance care directive
for patients in RCFs is the ‘do not hospi-
talise’ order.”® This is often overlooked,
and much confusion ensues when the
person who is not for resuscitation or active
treatment is sent to the emergency depart-
ment. Few families understand the adverse
effects of hospitalisation for someone with
dementia. Transfer to hospital in the last
12 months of life is not necessarily condu-
cive to quality of life and in many instances
triggers great distress.??°

Australian research has shown that
doctors have significant gaps in knowledge
about the law on withholding and with-
drawing life-sustaining treatment from
adults who lack decision-making capac-
ity."” For medical professionals, criminal
responsibility could arise for murder or
manslaughter (where treatment is with-
held or withdrawn unlawfully) or for
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assault (where treatment is provided with-
out consent).”” Some helpful resources
explaining end-of-life law are listed in
Box 5.

Palliative care and symptom relief
Equitable access to palliative care, includ-
ing pain relief, is a human right owed to
all, including those in residential care.
Pain is common in older people, particu-
larly those in RCFs, and those with
dementia.?*?® The difficulty is that by the
later stages of dementia, there are a num-
ber of obstacles to the identification and
consequent relief of pain, not the least of
which include the patient’s dysphasia,
rendering it difficult to articulate the
experience of pain.

Alaborious pain-communication chain
exists between the experience of pain and
its relief in RCFs, as patients with severe
dementia do not press abuzzer and request
‘prn paracetamol’? Instead, pain or any
distress or discomfort in patients with severe
dementia will often manifest as behavioural
and psychological symptoms of dementia
(BPSD), such as screaming, resistance to
care, agitation, insomnia or aggression.*
Accordingly, effective pain management
can not only provide relief from pain, but
also relief from agitation in people with
dementia.* Thereis current debate around
the use of the term BPSD for this reason - the
agitation or other behavioural manifestation
isnota symptom of dementia butan expres-
sion of an unmet need, in this case the need
for pain management.

Among 175 nursing home residents
with moderate to severe dementia, indi-
vidual daily treatment of pain for eight
weeks according to a stepwise protocol
beginning with paracetamol then using
either morphine, a buprenorphine trans-
dermal patch or pregabalin significantly
reduced agitation. The effective manage-
ment of pain also reduced other neuropsy-
chiatric symptoms, potentially mitigating
the requirement for harmful medications
such as antipsychotics.”

Additionally, behaviours and psycho-
logical symptoms, such as anxiety or

SEPTEMBER 2019, VOLUME 20, NUMBER 9

6. CHANGED BEHAVIOUR AND
PSYCHOLOGICAL SYMPTOMS AT THE
END OF LIFE*

¢ Changed behavioural and
psychological symptoms of dementia
(sometimes referred to as BPSD)
occur in people with dementia
throughout the disease process.
Best practice, person-centred
approaches to managing these
changes are always a priority, but
getting this right is especially
important at the end of life

e Changed behaviours include, for
example, care refusal, agitation,
aggression, disinhibition, aberrant
motor behaviour and vocalisation

¢ Patients may also experience
psychological symptoms including
hallucinations, delusions, anxiety
and depression

Identifying triggers for behaviour
changes is key to preventing or
minimising the distress this causes
patients and those around them

* Triggers can be biological (e.g.
infection), environmental (e.g. loud
noises, too hot/too cold),
psychosocial (e.g. fear, loneliness)

* Pain is a significant contributor to
changed behaviour in people with
dementia, and identification and
management of pain at the end of life
should be a priority

* https://empoweredproject.org.au

paranoid delusions, may cause distress or
suffering at the end of life. Aggression may
interfere with the provision of care and
again lead to the inappropriate use of
antipsychotics or other psychotropic med-
ications to ‘manage’ aggressive residents
in RCFs. It is crucial to understand and
manage behaviour change and psycho-
logical symptoms at the end oflife, includ-
ing the last 12 months oflife, when quality
oflife is a priority.

The key to managing behaviour
change is to work out the underpinning
biological, psychological or social/envi-
ronmental cause(s), including unmet
needs (Box 6). Best practice for treating
BPSD is first-line nonpharmacological
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DEATH, DYING AND DEMENTIA continued

management, rather than reaching for

the prescription pad, which should be

reserved for severe behaviour that puts

the person or others at risk. Consider the

following:

o Isthe person unwell?

« Do they need something and can’t
express it?

o Are they in pain, frightened or lonely?

This is very individual and may also be
influenced by personal life experiences,
hence ‘person-centred care’ is necessary.
Information and resources on managing
behaviour change and person-centred care
are available online at https://empowered
project.org.au. Important causes of distress
at this stage include pressure injuries and
neglect of oral care. The usual palliative
approaches must be assiduously adhered
to, as the total symptom burden is similar
to that in those dying with cancer.?

People with advanced dementia are
usually bed-bound and at risk of pressure
sores and contractures, variably inter-
ested in food yet at risk of aspiration and
infections.*** There is little evidence that
artificial hydration and nutrition improve
nutritional status, reduce the risk of aspi-
ration pneumonia, prolong life or
enhance quality of life. This may be one
of many ways that approaches to pallia-
tive care in dementia need to be differ-
entiated from approaches to other ter-
minal illnesses such as cancer. Until now,
end-of-life care for people with dementia
has been borrowed from other disease
states. However, there is a need to estab-
lish best practice palliative approaches
specific to dementia, as the needs of
patients are very different (e.g. multiple
comorbidities, frailty and variable capac-
ity for making important decisions about
their care).

A set of quality indicators has been
developed using a robust framework that
provides clear definitions of aspects of
palliative care that are dementia specific,
although there are recognised gaps where
quality indicators are still lacking. These
gaps are related to behaviour changes,
including appropriate pharmacological

management and implementation of non-
pharmacological, psychosocial strategies
in care, all of which are fundamental to
comfort and quality oflife for people with
dementia.* A range of psychosocial inter-
ventions including music therapy and life
review have been shown to reduce emo-
tional and existential distress and improve
quality of life at the end of life.”

Finally, dementia is a risk factor for
delirium, and it is a common end-of-life
complication in people with dementia.
Delirium is distressing for patients, fam-
ilies and caregivers alike.*® Medications
such as antipsychotics will not necessarily
relieve this distress and can worsen symp-
toms. In patients receiving palliative care,
individualised management of delirium
precipitants and supportive strategies are
more efficacious in treating distressing
delirium symptoms than risperidone or
haloperidol.*

Notwithstanding the variable availa-
bility and quality of palliative care in
RCFs, for some, living and dying in a
nursing home can be a positive experience
because of the potential to develop long-
term relationships with staff and other
residents and the demedicalisation of the
patient’s experience, especially their dying
experience.*** This is particularly why it
is preferable for patients to avoid hospi-
talisation at the end of life, providing that
the facility can provide a quality dying
experience and is committed to doing so.

Dealing with family distress and
conflict

At the end of life conflicts may occur
within families, between families and
health professionals and between treating
teams.*? Conflicts can lead to delays in
decision-making, and can prolong a per-
son’s discomfort, distress or pain. Family
discord is associated with stronger pref-
erences for life-prolonging treatments,
and weaker preferences for palliative
care.” Conversely, increased family sat-
isfaction with decision-making and feel-
ing supported during decision-making is
associated with withdrawing life support
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and the documentation of palliative care
indicators.** Another potential source of
conflict that needs to be understood by
clinicians is the variety of values and pref-
erences among racially or ethnically
diverse groups.* As advocated above,
earlier discussions and consensual deci-
sion-making can help prevent conflict,
or at least not feed conflict. The experi-
ence of end-of-life care in dementia can
be improved through the provision of
sensitive and timely information about
the natural progression of dementia, so
that people know what to expect.*® This
can also minimise and prevent any under-
lying conflict that may be present.”

Conclusion

GPs have a key role to play in identifying
patients nearing the end of life, so that
patients can receive quality care and com-
fort that is based on their own wishes and
preferences. For this to occur, GPs need
to talk about death and dying sooner
rather than later - this will help to ensure
that patients and their families can plan
ahead for end-of-life care in dementia
that is timely, personalised and appro-
priate. Earlier discussions can also help
people to know what to expect and min-
imise potential conflict. Although this
may not be easy in practice, patients often
look to their GPs to initiate these conver-
sations. It is therefore important for GPs
to understand their own resistances to
fears about discussing death and dying
and to follow a palliative care approach
with a focus on providing adequate symp-
tom relief, maximising comfort and
maintaining quality of life. M
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