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Background

Advance care planning (ACP) is an
important component of quality care
for patients with chronic and advanced
diseases. General practititoners are
ideally placed to initiate ACP because
of their role in care coordination of
chronic and advanced diseases, and
the longstanding relationship they
develop with patients.

Objectives

This paper outlines the key barriers to
general practice involvement in ACP
and describes useful strategies for
incorporating ACP into patient care.

Discussion

Barriers to ACP are many and involve
health professionals, patients and the
healthcare system. To successfully
incorporate ACP into patient care, there
should be: (i) a commitment from the
whole practice to incorporate ACP into
patient care; (ii) a focus on building
capacity for ACP in the practice; and (iii)
efforts to implement and optimise the
process of ACP. The outcomes of ACP
(eg Advance Care Directives) should be
disseminated appropriately to enable
them to improve patient care.
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Advance care decision
making and planning

ADVANCE CARE PLANNING (ACP) is a
process of reflection, discussion and
communication that enables a person to
plan for their future medical treatment
and other care, at a time when they

are unable to make, or communicate,
decisions for themselves.! In discussion
with clinicians, family members and
important others, ACP may result in the
completion of written documents that can
take a number of formats with differing
legal status (Box 1).

Why general practitioners
should engage in ACP

Australia’s population is both growing and
ageing. Currently, 15% of the population
is aged 65 years and over (3.7 million)
and this number is projected to increase
to 19% by 2031.% An increasing number
of Australians also live in residential aged
care homes at the end of their lives, with
only 14% dying outside of hospital or
residential aged care in the first decade of
the 21st century.® In their last year of life,
Australians with advanced progressive
diseases will have an average of eight
hospital admissions* and a 60-70%
chance of dying in the hospital.’
Palliative care involvement in
hospitalisation has increased 28%
from 2011 to 2016.% More than half
of patients may not have had the
opportunity to discuss end-of-life care
wishes or have them implemented.” As
a consequence, many patients undergo
futile or inappropriate interventions.’
Up to 25% of intensive care beds are

occupied by patients receiving potentially
inappropriate care.® Similarly, about a
quarter of health budgets is spent on
inpatient care during the last 18 months
of life without any discernible extension
on overall survival or improvement in
quality of life.®

The institutionalised manner in which
dying is managed is often at odds with
the home death that most Australians
wish for if they were to develop a
terminal illness. To achieve a death that
is consistent with patients’ wishes, with
respect to location, being surrounded
by family and friends, free from pain
and with medical support when needed,
planning should be initiated well before
the end of life, while people are still
competent to make decisions.’

ACP reduces inappropriate
hospitalisations and increases
palliative care involvement

There is evidence that ACP improves
end-of-life care, reduces the rate of
hospitalisations and ambulance calls, and
increases referrals to specialist palliative
care services.®!! Earlier initiation of
appropriate palliative care improves
patients’ symptoms and mood, reduces
undesired use of invasive interventions
and life-sustaining treatments, lowers the
likelihood of in-hospital death, sustains a
higher quality of life and decreases costs.1?
Furthermore, an Australian study of ACP
conducted in hospitals showed that ACP
improves patient and family satisfaction,
and alleviates anxiety in relatives of
hospitalised patients.*?
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ACP is uncommon

Although ACP has existed as a concept
for decades, and despite the evidence of
benefits, its uptake into routine practice
and discussion has been slow. The
prevalence of ACP in Australia is not well
reported, but it appears to be low. One
estimate of ACP prevalence in Australia
is no more than 14% of the population.'*

General practices are ideally
placed for ACP

Planning for the future is best discussed
at a time when health is stable, and thus
the primary care setting is ideal. The
Royal Australian College of General
Practitioners’ position statement affirms
the ongoing and trusting relationships
that general practitioners (GPs) have with
their patients, and acknowledges that
general practice is an important setting
for initiating and promoting ACP.!

Barriers to ACP in
general practice

Several barriers to ACP in general
practice have been identified. These
relate to healthcare professionals,
patients or the health system.

Healthcare professionals

Some GPs may perceive that patients are
not willing or able to face discussions
around death and dying.'® The process of
discussing ACP may be seen as depriving
a patient of hope or damaging the GP-
patient relationship.*¢ GPs also report
trepidation in dealing with changing
patient preferences, and the emotional
impact and discomfort of having ACP
discussions.!” Furthermore, some GPs
have expressed doubts regarding the
content and practical availability of

ACP documentation at the time when

Box 1. Different types of documents involved in advance care planning (ACP)?

1. Advance Care Plan

ACP discussions can result in the creation of a document (or video or recording) containing
the patient’s preferences and values. This is called an Advance Care Plan. These plans can be
written by the patient or by a substitute decision-maker* in cases where the patient does not
have decision-making capacity. Even patients with diminished decision-making capacity could
be assisted to create an Advance Care Plan.

2. Advance Care Directives (ACDs; also known as Advance Directives or Advance

Health Directives)

These are formal documents that form a subset of Advance Care Plans. Depending on the

state and territory, there may be statutory ACDs that are covered by a specific legislation or

ACDs that are covered under the common law.

a. Statutory ACDs. Many states and territories have specific legislation governing statutory
ACDs. Some allow the patient to refuse specific medical treatments or express their
preferences and values. Others may allow the patient to formally appoint substitute
decision-makers.* Some allow for expression of preferences and appointment of substitute
decision-makers. Statutory ACDs are legally binding. Some jurisdictions clarify that
witnesses to ACDs must be independent of the patient and cannot be direct beneficiaries
of the patient’s assets, or substitute decision-makers, health practitioners looking after the
patient or paid professional carers.

b. Non-statutory ACDs (ie ACDs covered under the common law). Some states and territories
may not have specific legislations regarding ACP. For instance, at the time of writing, NSW
does not have specific legislation for ACDs. Under the common law, patients in NSW can
still create a legally binding ACD containing their values and preferences. Of note, common
law ACDs are legally binding in only some states and territories.

*A substitute decision-maker is appointed or identified by law to make decisions when a person’s decision-
making capacity is impaired. Examples of an appointed substitute decision-maker include enduring
guardians, while substitute decision-makers identified by the law include partners/spouses, unpaid carers
and family members/relatives.

For further information on the legal aspects of ACP for each state and territory, refer to:
- www.advancecareplanning.org.au/for-health-and-care-workers/legal-requirements
https://end-of-life.qut.edu.au/advance-directives
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end-of-life decisions need to be made. A
busy workload, inadequate training, and
lack of time and remuneration have also

discouraged clinicians from involvement
in ACP.1#

Patients

Patient-related barriers include a lack of
awareness of ACP and a reluctance to
communicate end-of-life issues.>?° Some
patients, seeing themselves as healthy,
might view ACP as irrelevant.'® They may
express the view that medical technology
will prolong a healthy life, and regard
death as a matter of fate. Others might
regard ACP as unnecessary because they
believe, rightly or wrongly, their end-of-
life wishes to be already known to their
family and doctors.?°

The uptake of Advance Care Directives
(ACDs) in culturally and linguistically
diverse populations is lower, and
there is also a correspondingly limited
consideration of these groups in policy
development.?

The health system
Given the wide range of services providing
end-of-life care, service fragmentation
has been acknowledged as a major barrier
to achieving quality outcomes for those at
the end of life.?? There have been calls for
an improvement in collaboration among
healthcare providers in initiating and
maintaining the ACP process for patients.
Patients’ preferences can change, so
these should be reviewed on a regular
basis and not assumed to be static.?*
Preferences may also be based on
incorrect or insufficient information or
be documented in vague, incomplete
terms. Completed ACDs may be difficult
to access when needed. As a result of
the lack of standardisation and clarity
at the time of decision making, doctors
and substitute decision-makers may
disregard or feel incapable of enacting
expressed wishes.?

Integrating ACP into
everyday general practice

We propose a three-step process that
general practices could use to integrate
ACP into routine clinical care.
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1. Commitment by the whole practice
to incorporate ACP into clinical care

Successful implementation of ACP
requires a systematic approach.'® The
entire practice team - including the
doctors, nurses, practice manager and
administrative staff - should have a
shared understanding of the importance
and value of ACP. Team meetings are
essential to achieving this. There should
be agreement on:

* the role of each team member,
especially if practice nurses or
administration staff are involved.

¢ documents that will be used to support
the discussions. This may include
ACD templates, brochures and other
information booklets.

¢ how ACP will be documented, including
an agreement on how and where the
discussions will be documented. An
alert could be created in the practice
software to remind the clinician about
the presence or lack of an active ACD.

« funding. Currently, there is no specific
Medicare Benefits Schedule (MBS)
item number for ACP. This means
that practices need to use existing
MBS items to fund ACP. This could be
conducted and billed as part of a routine
general practice consultation or series
of consultations. If this adds pressure to
already busy general practice schedules,
ACP could be introduced as part of
the Medicare Health Assessment for
Older Persons (75+) or the chronic
disease management plan review. A
helpful document outlining appropriate
billing options is available on the
Advance Care Planning Australia
website at (www.advancecareplanning.
org.au/docs/default-source/acpa-
resource-library/acpa-fact-sheets/
acpa_mbs-factsheet_2018_online.
pdf?sfvrsn=33).

It might be useful to collect data at this

stage to document the extent of ACP that

is going on in the practice. This would
provide a useful baseline to compare
against once the practice has implemented

a systematic approach to ACP. Data

collection could be simple and involve an

audit of patient records to determine the
presence of ACDs, Advance Care Plans

or documentation of ACP discussions by

© The Royal Australian College of General Practitioners 2018

health professionals over a period of time
(eg previous 12 months). Keen practices
could supplement this information

by conducting a waiting room survey
asking patients whether they have ever
completed an ACD or Advance Care Plan
or appointed a substitute decision-maker.

2. Building capacity for ACP
in the practice

GPs should ensure that they have effective
communication skills to discuss end-of-life
care issues and have a good understanding
of ACP. Examples of education and
training options available for GPs are listed
in Box 2. There may also be seminars

and workshops organised by the local
primary health network (PHN) on ACP
and communication skills pertaining to
end-of-life care. The PHN may also be able
to support the practice by providing copies
of the ACD forms (physical or electronic),
brochures and patient workbooks.

Practice nurses are interested in and
enthusiastic about receiving additional
training so that they could become more
involved in discussing ACP with patients.>*
The involvement of the nurses could allow
GPs to focus on the ‘medical’ aspects,
clarifying patients’ concerns and signing
or witnessing ACDs or other documents.

A free online training program has been
developed to support Australian practice
nurses in initiating ACP and conducting
supportive care assessments
(www.caresearch.com.au/advance).

3. Implementing and

optimising the ACP process

The next step is to implement and
optimise the ACP process. The different
elements are discussed below.

Identifying suitable patients
While it could be argued that ACP is
relevant for every adult, it is likely to be
more relevant to certain groups of patients.
These include elderly patients, especially
those who are frail or have multiple chronic
diseases, patients recently diagnosed with
a condition that is likely to lead to the loss
of decision-making capacity, and people
diagnosed with potentially life-limiting
illness. Recent hospital admissions or
transfer to an aged-care facility are also
indicators for suitability of ACP discussion.
The ‘surprise question’ is a useful tool
for identifying patients who might be
suitable for ACP. Here, clinician asks the
question, ‘Would I be surprised if this
patient died in the next 6-12 months?’
ACP could be considered if the answer
is ‘N0’.% Systematic tools, such as the
Supportive and Palliative Care Needs
Indicator Tool (www.spict.org.uk), are also
available to assist in identifying patients
who may have poor prognosis.
ACP may also be relevant for people
without close relatives or friends who
could be trusted to make decisions
for them, and people with uncommon
treatment preferences (eg people of certain
faiths that prohibit blood transfusion).

Box 2. Education and training for general practitioners on advance care
planning and communication skills pertaining to end-of-life care

+ The Advance Project (www.caresearch.com.au/advance)
+ The Royal Australian College of General Practitioners online modules available through

gplearning

+ ThinkGP module on ACP (https://thinkgp.com.au/education/advance-care-planning-

primary-care)

+ Advance Care Planning Australia educational resources (www.advancecareplanning.org.au/
for-health-and-care-workers/workshops-and-specialised-training)

+ Clinical practice guidelines: communicating prognosis and end of life issues (www.mja.com.
au/journal/2007/186/12/clinical-practice-guidelines-communicating-prognosis-and-end-

life-issues-adults)

- Caresearch (www.caresearch.com.au/caresearch/tabid/3882/Default.aspx)
Program of Experience in the Palliative Approach (PEPA; https://pepaeducation.com)
ELDAC - End of life directions for aged care - a national specialist palliative care and ACD

advisory service (www.eldac.com.au/)

PalliAGED - A collection of palliative care evidence and resources (www.palliaged.com.au)
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Initiating ACP

GPs whom their patients know and trust
are well placed to discuss issues around
death and dying.?¢ Picking a suitable
moment to initiate ACP may be difficult.
It is important to recognise that ACP is
not a ‘once only’ event. It is a process,
and patients might require several visits
to comprehend and process information
and review pre-existing ACDs.

While some patients initiate ACP, many
do not.*® In such cases, the GP may choose
to bring up the topic opportunistically
during a consultation. It is useful to look
for a cue - for example, when the patient
discusses their experience of visiting a
relative with dementia. Other natural
triggers for bringing up the topic include
when a patient has been diagnosed
with a new condition or there have been
significant changes to their health or living
situation. ACP could also be discussed
if the topic of writing or changing a will
comes up. ACP could be introduced during
routine consultations using a standard
phrase in order to normalise the topic
(Box 3), or during routine age-specific
health assessments or chronic disease
management plan reviews. Many GPs also
have connections with residential aged
care homes and regional hospitals, and the
initiation of ACP discussions could occur
in these settings as well (eg within several
weeks of admission).

Some patients may decline the
invitation, but many welcome the
opportunity to discuss their concerns
and learn more about ACP. In this case,

Box 3. Useful phrases for introducing
advance care planning to patients
during a routine consultation?®

‘Some people are worried about things that
may or may not happen in the future. It can
help to talk about this.

‘Have you ever talked about your wishes and
values for medical treatment and care in case
you were suddenly injured or became too
unwell to speak for yourself?’

‘It's often easier to talk through tough
decisions when there isn't a crisis.”

‘Is this something that you would like to
discuss further?’

the patient’s concerns and questions

about their health could be addressed,

and their needs regarding ACP explored
further. A useful tool has been developed
to enable GPs and nurses to approach this
systematically and can be accessed at the
Advance Project website (www.caresearch.
com.au/advance).

The patient could then be provided with
written information on ACP and advised
to return for further discussion after they
have had time to clarify their thoughts.
Patients should be encouraged to speak
to their loved ones about their wishes and
concerns. Including family and decision-
makers in the ACP process creates a
shared understanding of what is most
important to the patient.

Subsequent consultations can focus on
evaluating a patient’s understanding of
their condition and care, providing further
information and answering questions.
Some individuals may wish to appoint a
substitute decision-maker or document
their preferences into an ACD. The GP
or nurse could assist by reviewing the
document and checking the patient’s
understanding of what is written. The
GPs may also be involved in witnessing
or countersigning the documents.

Once ACP has been implemented
into the practice, it is important to take
time to reflect and see if it has been
implemented well, and determine what
impact it has made on patient care. It is
useful to conduct an audit of the medical
records at this stage. Comparison with
the baseline results will allow the practice
to determine if it has been successful in
encouraging more patients to engage in
ACP. Very keen practices may choose
to supplement this information with a
waiting room survey. Collating the data
and presenting it to the entire practice
team at regular meetings will provide
invaluable feedback to the team members
and encourage them to continue on with
ACP and having conversations about
end-of-life care.

Maximising ACP utility

A challenge with ACP is communicating
this information to the point of care where
it may be required, especially in emergency
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situations. This is most apparent in urban
areas where there may be numerous
hospitals in the surrounding area. Once
ACP is completed, we would encourage
that this is communicated to other doctors
who are closely involved in the care of
that individual. For patients at risk of life-
threatening events, a hospital information
pack could be prepared, complete with a
recent medication list and ACP. A copy

of the ACP could then be faxed to the
ambulance service and local hospital. The
My Health Record system holds promise in
terms of allowing for an online repository
for ACP documentation, yet at this point
further development is required to allow
access across all health services.

Conclusion

General practice has an important role in
ACP. The commitment and involvement
of the whole practice and the building of
capacity in ACP, followed by systematic
implementation and optimisation of the
ACP process, will assist in successfully
incorporating ACP into routine clinical care.
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