Policy Document
End of Life Care policy
Background
The Australian Medical Students’ Association (AMSA) is the peak representative body for
medical students in Australia. AMSA believes that all individuals have the right to the
highest attainable standard of health, including at the end of life. Accordingly, AMSA
recognises the need for high quality palliative care services, as a means to ease the
experiences of death and dying.
Palliative care is a means of improving quality of life by relieving suffering when a cure is
no longer possible or desired. Palliative care is in contrast to active or curative care,
which aims to cure the patient of disease, and often equates death with defeat.
The World Health Organization (WHO) defines palliative care as:
"An approach that improves the quality of life of patients and their families facing
the problems associated with life-threatening illness, through the prevention and
relief of suffering by means of early identification and impeccable assessment
and treatment of pain and other problems, physical, psychosocial and spiritual."
[1]
This comprehensive definition highlights the core features of palliative care [1,2]:
1. Palliative care is patient-centred and the needs and desires of the patient (as well
as their families and other caregivers) must be the focus of the care provided.
2. Palliative care is a holistic model of care that goes beyond the biomedical
components of death and dying. Psychosocial and spiritual well-being at the end
of life is a core component of palliative care.
3. Palliative care can be started at any time during the course of a life-limiting
illness, and can be utilised alongside curative treatment. It emphasises improving
the quality of life of the patient, regardless of their prognosis. Early involvement
with palliative care ensures that the patient’s wishes will be respected throughout
their illness and that they will feel empowered and prepared for their own
experience at the end of life.
Palliative care as it is referred to in this policy is used in the context of end of life care.
Palliative care in the global context
Each year around 20 million people globally need end-of-life care, most commonly due to
cancer, progressive illness, and chronic diseases such as HIV and drug-resistant
tuberculosis [3]. However, a recent report published by WHO and the Worldwide Palliative
Care Alliance (WPCA) [3] estimate that only one in 10 people in this group are receiving
palliative care that aligns with the WHO definition [1]. This statistic is largely attributed to
significant barriers in access to palliative care, including a lack of clear governmental
policies establishing palliative care, education for health professionals surrounding the

principles and practices of palliative care, essential medications needed to deliver
palliative care, and organised programmes to deliver palliative care [3,4]. Overall, only 20
countries (including Australia) have integrated palliative care into their healthcare
systems [3]. While most palliative care is provided by high income nations, almost 80% of
the global need for palliative care is in low- and middle-income countries (LMIC) [3].
Palliative care in the Australian context
The demand for quality palliative care services - which may be provided in-hospital, at
home, or in a hospice setting - is increasing in Australia. The growing and ageing
population has been accompanied by a rise in the incidence of chronic and incurable
diseases. Global projections similarly suggest that chronic disease will increasingly
become a leading cause of death [5], and that most people should expect a period of
terminal illness to precede death, especially in old age. This is particularly relevant
Australia’s population trajectory, which forecasts the proportion of people aged over 65
could grow to 19% (or 5.7 million) by 2031 [6]. In Australia, Medicare expenditure on
palliative care services has increased by 80% in the last 5 years alone [5], and such
trends seem likely to continue.
Stigma around death, dying and palliative care
Psychological and social factors such as stigma and fear around death is a challenge in
ensuring access to quality end of life care services globally [3]. A survey of Australians
revealed that while 82% of people thought it was important to discuss how they want to
be cared for at the end of life with friends and family, only 28% had done so [7]. This
revealed beliefs that discussion around death is uncomfortable, emotional and/or fearinducing for many people [7]. More specifically, palliative care services can carry negative
stigma associated with hopelessness and abandonment amongst patients and families
[8]. Stigma is also present in the medical community, with many health professionals still
viewing palliative care as a final option or as alternatives to further treatment [9,10].
Investing in palliative care
Health care services must acknowledge impending increases in demand for palliative
care services. While cost reduction should not be the primary goal of palliative care, if
policy measures can improve patient wellbeing, better align patient desires with
outcomes and simultaneously reduce expenditure, this should be pursued.

The end-of-life experience for Australians has become increasingly institutionalised in
recent years. At present, only around 20% of Australians die outside of hospital or
residential aged care, which is one of the lowest rates in high-income countries.
However, half of all people would prefer to receive care and die at home [6]. This clear
inconsistency raises concerns regarding unwarranted and excessive (also known as
futile) medical treatment at the end of life. A treatment is considered futile when the
burdens of treatment outweigh the benefits to the patient [11]. The negative
repercussions of unnecessary treatments at the end of life have been recognised for at
least two decades [12]. Futile treatments during end of life care are concerning not just
because they can betray patient desires, but often they are elaborately expensive [13].
Numerous trials have suggested that engagement with palliative care teams results in
lower total healthcare costs [14]. The reduced costs are largely attributed to lower
likelihood of ICU use, and reduced length of stay in both hospitals and ICU [13,15]. These
improvements in end of life experience and cost reduction are magnified by early

engagement with advanced care planning and the development of advanced care
directives [13].
Advanced care planning
Advanced care planning (ACP) is a process that enables people to express preferences
for their future care in the event of them losing capacity to make medical decisions
[16,17].

One component of advanced care planning is advanced care directives (ACDs), defined
as "set[s] of documents containing instructions that consent to, or refuse, specified
medical treatments and that articulate care and lifestyle preferences in anticipating
future events or scenarios" [16]. ACD legislation is governed by state/territory
governments in Australia.
ACP embodies the important value of patient-centred healthcare [18,19]. To best reflect
the wishes of the patient, ACP should: be undertaken as early as possible in a patient’s
illness, be regularly reviewed throughout the illness trajectory and reflect the true values
of the patient (without any influence of coercion by caregivers, family, health
professionals or others). Health professionals must ensure that the patient has
reasonable comprehension of the health, legal and other issues discussed during the
process of ACP. A patient must display sufficient decision-making capacity to complete
a legal document such as an ACD; they must acknowledge their health status and be
able to comprehend and exercise their own judgement toward health care information
provided to them. These measures and safeguards will also aid in the implementation
and interpretation of ACD by health professionals.
ACP leads to a greater respect for patient wishes at the end of life. It has also been
shown to reduce stress, anxiety and depression in family members of deceased patients,
and to increase patient and family satisfaction [20]. The proportion of Australians adults
with an ACD is very low, with estimates ranging from less than 1% to 12.5% [21-23].
There is significant inconsistency in ACD legislation between states of Australia,
especially in regards to the level of restriction put on the implementation of ACD [6]. A
National Framework for Advanced Care Directives was created in 2011 and provides a
set of best practice standards for ACD [24]. Closer alignment to these best practice
standards across the states and territories of Australia may promote better consistency
in implementation of ACDs.
End of life care in Aboriginal and Torres Strait Islander Australians
Compared to non-Indigenous Australians, Aboriginal and Torres Strait Islander people
are at an increased risk of developing life-threatening diseases, including, but not limited
to, cardiovascular disease, poor prognosis cancers, mental health issues, diabetes
mellitus, renal disease and respiratory diseases [25]. Despite the poorer health outcomes
experienced by Aboriginal and Torres Strait Islander communities, studies
overwhelmingly indicate that palliative care services are less likely to be used by
Aboriginal and Torres Strait Islander people [26-29]. Moreover, a comprehensive study
conducted in 2003 indicated that Indigenous clients are often either not referred to
palliative care at all, or are referred at a very late stage of their illness [30]. Therefore,
Indigenous people, who are more likely to develop complex symptoms, may not be
receiving adequate care from healthcare providers at the end of their life [28].

A number of factors have contributed to the reduced use of palliative care services by
the Indigenous community. There is a deep mistrust of mainstream healthcare systems
among Indigenous Australians, which makes them generally more reluctant to access
palliative care services [27-29]. Concurrently, while there is a lack of palliative care trained
health professionals in general, Indigenous health workers are further underrepresented
in the current healthcare system, which reduces the capacity of end-of-life care services
to be culturally safe and relevant [27,31]. There is also a stark lack of palliative care
services in rural and remote areas [28,31]. Thus, many Indigenous people from these
areas who are in need of end of life care are forced to either rely on the acute care sector
or to travel to larger city centres for end of life care [28]. Leaving home to receive
palliative care may be particularly distressing for Indigenous individuals and their
families, as ‘dying in country’ is of great importance to many Aboriginal cultures,
stemming from the comforting belief that their spirit will return to the homeland [32].
End of life care in ethnic minorities
Statistics indicate that Australia has one of the most culturally and linguistically diverse
populations in the world, with more than 75% of Australians identifying with an ancestry
other than Australian, and 30% of citizens born in another country [33]. Cultural factors
have been shown to strongly influence a patient’s preferences around health decision
making, receiving bad news and end of life care [34,35]. In fact, choices surrounding end
of life care may be more associated with culture and ethnicity than other variables such
as age, socioeconomic status and education levels [36]. This means an awareness of
cultural differences in dealing with death and a commitment to delivering culturally
appropriate palliative care services is of great importance [34]. However, limited attention
has been paid to cross-cultural perspectives in the public policy, legislative framework
and mainstream health-related research surrounding palliative care and advance care
directives [35]. Further, research has shown cultural minorities in Australia suffer reduced
access to mainstream health care and palliative care services, let alone culturally
appropriate services [35]. In particular, researchers in the area have proposed that the
emphasis on patient autonomy and informed consent in contemporary Western
biomedical ethics is at odds with the beliefs and values of many cultures who place a
greater emphasis on family or community decision making at the end of life [34-36].
There is also some evidence to suggest that uptake of advanced care directives differs
significantly across ethnic groups in multicultural countries such as Australia [37,38].
Medical education for end of life care
Deficiencies in end of life education in medical school are well recognised, despite issues
around death and dying being pertinent to every medical speciality. Early exposure of
medical students to palliative care services provides several important learning
opportunities. These include management of pain and other distressing symptoms, and
the importance of considering the psychosocial and spiritual aspects of death and dying,
among others

Clinical encounters with patients at the end of life are beneficial for medical students, not
only in increasing their knowledge of palliative medicine, but also in encouraging broader
reflection on patient care [39,41,42]. Many medical students find experiences of death
and dying in medical school significantly stressful and emotionally challenging [43].
Therefore, it is important that experiences in palliative care and with patients with
terminal illness be provided in a supportive environment with appropriate services
available.

Palliative Care Australia supports quality palliative care education for health
professionals at all levels: from entry to practice, to continuing professional development
and specialist palliative care training programs [42]. Australia has only half the palliative
medicine specialists it needs to meet demand under current referral patterns. This
shortage is felt much more keenly in rural and remote areas [42]. Efforts to encourage,
and build capacity for, palliative care specialisation should be prioritised to meet the
increasing demand for palliative care services. This necessarily begins in medical school.

Position Statement
AMSA believes that:
1. Palliative care is an integral part of any healthcare system, and should be
accessible by all Australians.
2. Stigma towards death and dying in the medical community and broader
community is detrimental to achieving the highest possible quality of life for
patients with terminal illness.
3. Skills and knowledge in palliative care and appropriate cultural competence and
sensitivity towards death and dying are core proficiencies of all
medical professionals.

Policy
AMSA calls upon:
1. The Australian Commonwealth, State and Territory Governments to:
a. Promote awareness of health care options at the end of life, including
palliative care services and advanced care planning;
b. To continue (and, where possible, increase) support and funding for
palliative care medical services and non-governmental organisations
working in end of life care;
c. To prioritise uniformity in advanced care directive legislation between the
states and territories of Australia, including alignment with the National
Framework for Advanced Care Directives;
d. Increase availability of palliative care services in rural and remote areas of
Australia;
2. Australian medical schools and Medical Deans Australia & New Zealand
(MDANZ) to:
a. Provide medical students with academic and clinical exposure to
palliative and end of life care. This may include, but is not limited to:
i.
Clinical palliative care placements including contact with people
who have life-limiting illness;
ii.
Teaching on biomedical aspects of palliative medicine;
iii.
Teaching and opportunities to practise communication skills with
patients and their families at the end of their life;
iv.
Teaching surrounding holistic care and cultural sensitivity at the
end of life;
v.
Consideration and education on providing end of life services to
Indigenous and linguistically & culturally diverse patients;

vi.

Explicit education on advanced care planning and advanced care
directives;
b. Provide an enabling and supportive environment for medical students to
engage with sensitive topics such as death and dying. Examples include:
i.
Specific time for reflection and debriefing with more senior
clinicians;
ii.
Peer-to-peer learning;
iii.
Easily available counselling services for students;
3. Australian medical students and health professionals to:
a. Make efforts to reduce stigma around death and dying in the clinical
environment and wider community. This includes, but is not limited to,
encouraging open and sensitive discussion around death and dying and
accepting death as a normal human experience;
b. Increase awareness about futile, unnecessary and unwanted treatments
at the end of life;
c. Promote early access to patient-centred and holistic palliative care
services for patients with life-limiting illness;
d. Support the use of advanced care planning to ensure patient wishes are
respected at the end of life;
e. Encourage a high standard of cultural competency and sensitivity so that
Aboriginal and Torres Strait Islander Australians and Australians from
diverse cultures feel respected, safe and empowered at the end of life:
i.
Respect diverse attitudes towards death and dying;
ii.
Acknowledge and actively reduce the barriers to accessing
palliative care services (including advanced care planning);
f. Increase communication about access to end of life care services
between specialties;
4. Australian Specialty Colleges, particularly the Royal Australasian College of
Physicians and the Royal Australian College of General Practitioners, to:
a. Promote and increase palliative care postgraduate training to address the
shortage of palliative care physicians in Australia;
b. Incorporate high-quality end of life care training within all medical
specialties.
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