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Foreword 

Every day across Australia, people will die from life-limiting illness. Palliative care is holistic care  
that helps people nearing the end of their life to live as well as possible for as long as possible.  
For many people, accessing effective palliative care will mean the ability to live longer and to 
experience each moment of their lives more fully as a result of effective pain and symptom 
management, and holistic assessment of physical, psychological, social, emotional and spiritual needs.

Australia has been identified as a world leader in the provision of palliative care and in the 
quality of our palliative care research programs. All people require evidence-based and person-
centred care at the end of their lives, and it is recognised that appropriate care should be based 
on appropriate need. At the same time, palliative care is not equally available to all people 
across Australia, for reasons of geography, awareness, economics, workforce, and accessibility. 
Aboriginal and Torres Strait Islander people, in particular, are impacted by unique factors such 
as intergenerational trauma, cultural dislocation, oppression, and systemic racism that influence 
their decision making around end of life considerations. In addition other groups of people are 
historically under-served including people from culturally and linguistically diverse backgrounds, 
people in rural and remote locations, and people with disability. People do not always have a choice 
in deciding where and how they wish to be supported, including where they wish to spend their  
last days and where they wish to die. 

The National Palliative Care Strategy represents the commitment of the Commonwealth, state  
and territory governments to ensuring the highest possible level of palliative care is available to  
all people. It builds on previous strategies and on a legacy of investment into research, education 
and training, workforce and service development, and community awareness and engagement.  
This version of the Strategy has been produced following the 2016 evaluation of the National 
Palliative Care Strategy 2010 and has been developed through extensive consultation with 
Commonwealth, state and territory health departments, carers, peak bodies for consumers and 
service providers, clinicians, service managers, and a range of public, private and not-for-profit 
organisations involved in palliative care. We would like to acknowledge the contribution of all those 
who took part in the consultation or who provided feedback on earlier drafts of the Strategy, as 
well as the contribution of state and territory representatives through the former Community Care 
and Population Health Principal Committee (CCPHPC) of the Australian Health Ministers’ Advisory 
Council and the End of Life Care Working Group under the Council of Australian Governments. 

There is more to be done to maintain Australia’s high standards of palliative care and to  
ensure that care is available to those who need it as well as their families and carers, including 
bereavement support following the death of a loved one. This Strategy is intended to provide 
direction and accountability so that people affected by life-limiting illnesses are able to receive  
the care they need and can live their lives as fully as possible. 

Endorsed by Australian Health Ministers
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Summary

Palliative care plays a vital role at the end of life for many Australians, improving quality  
of life for individuals and the carers1, family and friends supporting them as well as reducing  
the physical and emotional distress of dying. As noted by the World Health Assembly  
(of which Australia is a Member State), 

“palliative care is an approach that improves the quality of life of patients  
(adults and children) and their families who are facing the problems associated with 
life-limiting illness, through the prevention and relief of suffering by means of early 
identification and correct assessment and treatment of pain and other problems,  
whether physical, psychosocial or spiritual.”2

It is estimated that 40 million people worldwide would benefit from palliative care but only  
about 14% receive the care they need.3 Palliative care is a fundamental component of universal 
health coverage.4 While Australia is among a relatively small number of countries currently 
providing a level of integrated, comprehensive palliative care there is still much work to be done  
to ensure that people affected by life-limiting illnesses get the care they need to live well.

This National Palliative Care Strategy (National Strategy) is a commitment by all Australian 
governments to ensure that evidence-based, quality palliative care is available to everyone  
who requires it. 

Purpose

The National Strategy is intended to be used by all Australian governments, as well as 
organisations and individuals, in guiding the improvement of palliative care across Australia  
so that people affected by life-limiting illnesses get the care they need to live well.  
The National Strategy provides a shared direction and an authorising environment for  
the continual improvement of palliative care services throughout Australia.

While the key audience for the National Strategy is governments and providers of care, this 
Strategy also articulates the care that people affected by life-limiting illnesses should expect.

Within each of the goals in the National Strategy there are statements identifying the outcomes  
of achieving each goal’s priorities for people affected by life-limiting illnesses, providers of care, 
and governments.

The Implementation Plan (refer to page 26) articulates, within a five-year timeframe, the activities 
critical to realising the priorities identified in the National Strategy. The Monitoring and Evaluation 
Plan (refer to page 27) provides the mechanism for ongoing assessment of the progress made 
towards achieving the goals.

1  For the purposes of this Strategy the term ‘carers’ refers to unpaid carers such as  
 family members, friends or neighbours who provide personal care, support and  
 assistance to people with life-limiting illness (see Glossary)
2 Based on World Health Assembly, 2014, Page 1
3  World Health Organization, 2017a
4  World Health Organization, 2013
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Vision
This National Palliative Care Strategy provides an overarching vision for palliative care in Australia: 
that people affected by life-limiting illnesses get the care they need to live well. People who require 
palliative care may be at different stages of an illness trajectory; they may be young or old, with 
different cultural, social, emotional, relational and spiritual needs; they may need palliative care for 
a short period of time, intermittently, or consistently over a period of months or years. Regardless 
of their circumstances, people affected by a life-limiting illnesses, including carers and families, 
may benefit from the varied support available through palliative care. Helping people to live as well 
as possible for as long as possible is ultimately what palliative care is seeking to achieve.

“People affected by life-limiting illnesses get the care they need to live well”

Guiding Principles
Six guiding principles (see pages 10–11) are identified as fundamental to ensure that all people 
experience the palliative care they need. These are aspirational principles expressed in current and 
future tenses to emphasise the need for each of these principles to be visible in all palliative care.

Palliative care is person-centred care. 

Death is a part of life.

Carers are valued and receive  
the care they need. 

Care is accessible.

Goals
To make the vision for this Strategy a reality, seven goals are outlined (from page 12 onwards). Priority 
statements are defined for each goal. These statements are framed as descriptions of the achievement 
of the goal. For example, if Goal 2: Capability is achieved, then “the needs of people from underserved 
population groups are identified and respected”. It should be noted that the goals and priorities are 
numbered to provide ease of reference, and are not attempting to provide a hierarchy of importance. 

There are a series of statements, expressed in the first-person, identifying the outcomes of achieving 
each goal for people affected by life-limiting illnesses, providers of care and governments. 

Understanding

Capability

Access and choice

Collaboration

Implementation Plan and Monitoring and Evaluation Plan
Activities to achieve the priorities are defined within the Implementation Plan.  
This includes identified responsibilities and timing for these activities.

Likewise, the statements identifying the outcomes under each goal form the basis of the  
Monitoring and Evaluation Plan, which sets out indicators for measuring progress towards  
the goals, data sources and timeframes for monitoring and evaluation. 

Overview of the National Palliative Care Strategy

Investment

Data and evidence

Accountability

Everyone has a role to play  
in palliative care. 

Care is high quality and  
evidence-based.
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A person-centred approach

The availability of palliative care is not limited to one type of illness but can assist all people  
with life-limiting illness, their families and carers. The World Health Assembly recognised that 

“…palliative care, when indicated, is fundamental to improving the quality of life,  
well-being, comfort and human dignity for individuals, being an effective person-centred 
health service that values patients’ need to receive adequate, personally and culturally 
sensitive information on their health status, and their central role in making decisions 
about the treatment received.” 5

The National Strategy affirms that palliative care is a person-centred approach with those  
affected by life-limiting illnesses at the heart of their care, surrounded by their community  
and supported by services. The types of palliative care and support that may be needed by  
an individual, their families and carers will vary and may include one or more of a range of  
formal and informal supports (see Figure 1 following).

Figure 1—Placing the person at the centre of their care

5 World Health Assembly, 2014

Palliative care may be required at any age. The needs of children and young people, and their 
parents and families, are often quite different from those of people facing the end of life at a  
much older age. Cultural factors, such as kinship and community, and end-of-life practices and 
rituals of Aboriginal and Torres Strait Islander people need to be considered to enable cultural 
capability of palliative care services for Aboriginal and Torres Strait Islander people. People with 
differing illnesses (such as cardiovascular disease, dementia or cancer) will have differing physical, 
psychosocial and spiritual needs over various timeframes.

Because people’s palliative care requirements will differ and will also change over time,  
it is important that their needs and preferences are assessed regularly and that services are  
able to adapt accordingly. This includes the needs of families and carers as well as the person  
with a life-limiting illness.
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Palliative care in Australia

Palliative care, while originally associated primarily with the diagnosis of cancer, is appropriate  
for anyone with life-limiting illnesses including other chronic conditions, dementia, and non-
malignant degenerative diseases.

In the last few decades, palliative care has become available within almost every healthcare  
setting, including neonatal units, paediatric services, general practices, residential aged care 
facilities, acute hospitals, and generalist community services. Palliative care is also provided 
through specialist palliative care services which operate from a variety of settings, including 
specialist inpatient consulting services, specialist inpatient settings, hospices and community- 
based specialist services.6 Care is also provided in the home, often by carers supported by  
home-based outreach services from public, private or not-for-profit agencies.

People receiving palliative care have been shown to have fewer hospitalisations, shorter  
lengths of stay when they are hospitalised, and reduced visits to emergency departments.7  
Those receiving palliative care at home have been shown to have increased quality of life  
and reduced need for hospital-based care8, providing cost-savings for government.9 

The need for palliative care
Almost 160,000 people died in Australia in 2015.10 Many of these deaths were expected, with the 
leading causes of death being chronic diseases.11 As the Australian population ages, the number of 
people dying with chronic diseases, and in many cases complex needs, will increase.12 Estimates of 
the proportion of people that may benefit from palliative care vary from 50 to 90 per cent but even 
conservative estimates identify that around 80,000 people may benefit from palliative care each year.13 

It is estimated that around 65,000 hospitalisations were palliative care-related in 2014–15.14  
It is more difficult to quantify the palliative care received at home and in community-based settings, 
given current limited data sources. Data submitted to the Palliative Care Outcomes Collaboration 
(PCOC)15 for the second half of 2016 show that almost 44 per cent of reported episodes of care were 
provided by community-based services.16 Palliative care received at home and in community-based 
settings can be provided in different ways including care and support from families and friends, 
social networks, faith communities, private or not-for-profit nursing and allied health agencies  
or services, residential aged care facilities, general practitioners, public, private or not-for-profit 
social services, and specialist outreach services.

Demand for palliative care is increasing

It is anticipated that by 2066 around 25% of the population will be over 65.17

As around 80% of Australians who die in any given year are over 65,  
the number of people dying each year will increase consistently.18

The number of people receiving a palliative medicine specialist  
service through the Medicare Benefits Scheme increased by almost 85%  
in the five years to 2015–16.19

6 Australian Institute of Health and Welfare, 2016a
7  Palliative Care Australia, 2017
8 McNamara et al, 2016
9 Palliative Care Australia, 2017
10 Australian Bureau of Statistics, 2016
11 Australian Institute of Health and Welfare, 2017b
12 Australian Institute of Health and Welfare, 2016a
13 Productivity Commission, 2017

14 Australian Institute of Health and Welfare, 2017a
15 Palliative care services are not required to submit data  
 to PCOC so these figures may not be representative of  
 all palliative care.
16 Connolly et al, 2017
17 Australian Bureau of Statistics, 2013
18 Australian Institute of Health and Welfare, 2016a
19 Australian Institute of Health and Welfare, 2012
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Improving palliative care in Australia
State and territory governments have made significant investments in the development and expansion 
of palliative care services over the years. More recently there has been a growing focus on improving 
the ability of specialists to provide outreach services into the community, and assisting people to 
remain at home for longer through the use of technology and home-based services. 

At the national level, the Commonwealth Government has funded the National Palliative Care 
Projects since the 1990s, as well as Palliative Care Australia, the national peak body for palliative 
care. The Projects include significant investments in research, clinical education, and ongoing 
clinical benchmarking. Through the Projects, the Commonwealth has also provided funding for 
training materials, assessment tools, and other resources to assist health, social service and 
residential aged care providers, including a focus on the uptake of advance care plans and other 
mechanisms for increasing awareness and choice about planning at the end of life. 

Australia has been rated highly in international assessments of palliative care services, due to the 
quality of services provided to people at the end of life, affirming the significant progress that has 
been made in Australia over many years.20 The evaluation of the National Palliative Care Strategy 
2010 found that the National Strategy provided direction to states and territories, and to individual 
services, in strengthening palliative care service delivery. 21

While there has been significant growth and improvement in the palliative care Australians receive 
over the past several decades, there is still much work to be done to ensure that all people affected 
by life-limiting illnesses get the care they need to live as well as possible for as long as possible. 

History of the National Palliative Care Strategy
The first National Palliative Care Strategy was endorsed in October 2000 by the Australian  
Health Ministers’ Advisory Council. This document was significant because it was the first time  
that all governments, providers and community-based organisations had come together to  
agree national priorities for palliative care.

In 2010 the second National Strategy, Supporting Australians to Live Well at the End of Life,  
was launched with the endorsement of health ministers, following significant consultation with  
the sector. The 2010 National Strategy was broad in scope, with an ambitious set of actions  
aimed at improving services across all sectors of the health system as well as increasing public 
and service provider awareness of palliative care. 

In 2016, the Commonwealth Government commissioned an evaluation of the 2010 National  
Strategy. This evaluation included consultation with the public, peak bodies, community and 
advocacy organisations, clinicians, service providers and managers, policy makers and  
government representatives as well as a literature review. Overall, the evaluation found “that the 
Strategy’s existence contributes to an authorising environment for the continued expansion and 
improvement of palliative care service delivery across the health system”.22 One of the actions 
recommended by the evaluation was to update the 2010 National Strategy to reflect the current 
service environment and challenges, strengthened by governance and an implementation plan  
and a monitoring and evaluation framework. 

The development of this current Strategy took place in 2017 based on the findings of the evaluation 
and extensive consultation with over 200 individuals and organisations. This included carers, 
peak bodies for consumers and service providers, clinicians, public, private and not-for-profit 
organisations involved in palliative care and Commonwealth, state and territory health departments.

20 The Economist Intelligence Unit, 2015
21 Urbis, 2016
22 Urbis, 2016, Page i
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23 World Health Assembly, 2014

Alignment with other national  
strategic frameworks

Since the 2010 National Strategy, many state and territory governments have either updated or 
produced new policy frameworks for palliative and end-of-life care. At the international level, the 
67th World Health Assembly produced resolution 67.19 in 2014, calling on nations to strengthen 
palliative care as a component of comprehensive care throughout the life course.23 Also since 
2010, a number of significant national strategic frameworks have been developed which will guide 
other services that might be required by people who also require palliative care. This update of the 
National Strategy has sought to align with these strategic frameworks as outlined in Figure 2 below.

Figure 2—Palliative care policy context 

International Policies including: 

World Health Assembly Resolution 67.19—Strengthening 
of palliative care as a component of comprehensive care 
throughout the life course

International Policies including:

 — WHO Global Action Plan for  
the Prevention and Control  
of Non-communicable  
Diseases 2013–2020

 — International Covenant on 
Economic, Social and  
Cultural Rights

National Policies including:

 — National Carer Strategy

 — National Framework for Action 
on Dementia (2015–2019)

 — National Strategic Framework 
for Chronic Conditions

 — National Safety and Quality 
Health Service Standards

 — National Disability Strategy 
2010–2020

 — National Aboriginal & Torres 
Strait Islander Health Plan 
(2013–2023)

 — Cultural Respect Framework 
for Aboriginal and Torres Strait 
Islander Health 2016–2026

National Palliative Care Guidance 
(including):

 — National Consensus Statement: 
Essential elements for safe and 
high-quality end-of-life care

 — National Palliative Care Standards

 — A National Framework for  
Advance Care Directives

 — Palliative Care Service  
Delivery Guidelines

Council of Australia Governments (COAG) Health Council 
Australian Health Ministers' Advisory Council (AHMAC)

National Palliative  
Care Projects

State and Territory PoliciesState and Territory Palliative Care Policies

National Palliative Care Strategy 2018

Palliative care policy context Other relevant policies
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Guiding principles

The following six principles are fundamental to good palliative care, and are expected to be 
demonstrated in all service delivery, quality improvement, policy and research development 
activities. These principles are aspirational statements that are reflected throughout the goal 
areas of the National Strategy and are written in the present and future tenses to highlight the 
expectation that each principle will be evident to those receiving and providing palliative care.

Palliative care is person-centred care
People affected by life-limiting illnesses receive care that is respectful of, and responsive to,  
their needs, preferences and values. Individuals and their families and carers will be included  
in decision-making about their care and will be provided with information to make informed  
choices. People affected by life-limiting illnesses will be represented in the planning and delivery  
of services at every level.

Palliative care is holistic care and will include attention to physical, emotional, psychological,  
social, and spiritual needs. It will be provided in a manner that is sensitive and culturally 
appropriate to the preferences and needs of the person, their family and carers. 

Death is recognised as a part of life
Palliative care is an approach that values life and supports people to live as fully as possible for as 
long as possible, recognising that every life is meaningful. Maintaining quality of life is an important 
goal of palliative care, however the reality for many people is that impending death can hinder social 
interaction and leave people feeling isolated and alone. While maintaining social and emotional 
engagement and talking about the experience of dying can help, Australia has a very diverse society 
and people living with the expectation of an impending death may have different cultural preferences 
and varying levels of comfort in discussing, and planning for, the dying process and death itself. 

Acknowledging the reality of dying and death can help people to prepare for the end of life in ways 
that are meaningful to them and their families and carers. This will look different for different 
people. Early and documented planning with formal care providers and carers can ensure that 
people facing an expected death are supported physically, emotionally, culturally, and spiritually, 
including bereavement support for families and carers.

Carers are valued and receive the support  
and information they need 
Carers provide an essential component of palliative care and in many cases provide the majority 
of care for a person whose life is limited by illness. Uniquely, carers can be both providers and 
recipients of care and, historically, carers’ needs have often not been considered in care planning. 
Their role will be acknowledged and respected and their health and wellbeing needs considered  
as a component of holistic palliative care, including bereavement support.24

24 Aoun et al, 2015
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Care is accessible
All Australians will be able to access quality palliative care. There are population groups  
that are currently under-served, including people who are:

 — Aboriginal and Torres Strait Islander

 — culturally and linguistically diverse, particularly new migrants

 — lesbian, gay, bisexual, transgender and intersex 

 — living with disability, including cognitive impairment such as dementia

 — experiencing homelessness

 — in long-term institutional care (including being incarcerated)

 — ageing and frail

 — living in rural and remote areas.

While many people across society will experience varying levels of access and quality of care,  
these population groups generally experience additional barriers in accessing services,  
which will be addressed in initiatives to improve access and equity of care. 

Palliative care needs to be flexible and responsive to ensure that care is accessible respectful, 
culturally safe and appropriate according to need. Specialist palliative care services play an 
important role in meeting complex needs and supporting others to provide this care. 

Everyone has a role to play in palliative care
Palliative care is provided by an active multi-disciplinary team which includes family and other 
carers, and considers people’s relational, creative, spiritual, cultural and social needs as well  
as their physical and psychological needs. For that reason, collaboration is essential to ensure  
that people involved in palliative care are communicating and sharing information, and that  
those affected by life-limiting illnesses have a seamless experience of palliative care wherever  
and however they are being supported.

While not everyone will need specialist palliative care, specialist palliative care providers have an 
important role to play across the health system in building the capacity of those providing palliative 
care, including people within the community, to ensure that people affected by life-limiting illnesses 
get the care they need.

Care is high-quality and evidence-based
Continued investment in research and knowledge sharing will improve the evidence base for the 
delivery and continuous improvement of quality palliative care. There is also a need for greater 
focus on the design and collection of meaningful data, including data on outcomes. It is vital that 
the experiences of people affected by life-limiting illnesses are included in regular monitoring and 
reporting. This evidence base needs to be accessible and integrated into education and training  
for care providers to improve the consistency and quality of care. 

People affected by  life-limiting illnesses will also have access to trustworthy resources to help 
them make informed decisions about their care. 
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Goal 1: Understanding 

People understand the benefits of palliative care, know where and how 
to access services, and are involved in decisions about their own care.

Why is this important?
We will all die. Before the advent of our modern hospitals, more people died at home and death 
was more visible in the daily life of families and neighbourhoods. Today, the experience of dying 
is largely hidden from view.25 It is important that the end of life is recognised as an inevitable part 
of living so we can ensure that our health and social systems provide the support that individuals, 
carers and families need as life ends, and in bereavement. 

The recent rise in public conversations about death and dying is an indication of the importance  
of end-of-life issues. Many new community-based initiatives have been created in recent years  
to raise awareness of death and dying. These encourage cultural change and provide opportunities  
for people to discuss death and its meaning, and to express what is of value to them.26, 27

The first goal of the National Strategy is about the public—all of us—because the experience  
of dying will affect all of us. Research has shown that raising awareness and helping people 
understand the importance of palliative care is necessary to ensure that they can talk about 
their wishes for the end of life. In turn, raising awareness of the services available should help 
individuals, their families and carers to seek and find the support they need to live well till the  
end of life,28 and in bereavement. 

Evidence also demonstrates the benefits of individuals, their carers and families discussing  
their care preferences early in their illness29. Advance care plans or other similar documents  
are becoming more widely used and provide an important mechanism to communicate an 
individual’s preferences regarding their care. 

The involvement of communities in discussing end-of-life issues and caring for those who are  
dying has also been shown to increase social capital and build the capacity of a community to  
care for one another during illness, dying and bereavement.30

Families and carers undertake a large share of the responsibility of caring for their loved ones. 
Improving awareness and understanding of palliative care and its benefits will help communities 
to care for the carers who often find it difficult to maintain their own health and social well-being, 
including in bereavement.31, 32

25 Zweig & Oliver, 2009
26 Noonan et al, 2016
27 McNamara & Hegney, 2016
28 McIlfatrick et al, 2013
29 Senate Community Affairs References Committee, 2012
30 Horsfall, Noonan & Leonard, 2012
31 Stajdujar, 2013
32 Aoun et al, 2015
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Priorities

1.1 More people are aware of the benefits and local availability of palliative care 

1.2 Community-based networks and activities build local capacity to support people  
who are reaching the end of their life

1.3 More people are preparing, using and maintaining advance care plans,  
including within residential aged care facilities and for people with dementia

1.4 Carers have the information, training and support they need to help them  
undertake caring activities

1.5 More people consider and respect cultural beliefs, practices and obligations  
when discussing palliative care needs

What does this mean for…

People affected by  
life-limiting illness Providers of care Governments

1a I can access information 
on palliative care and 
end-of-life issues and 
make informed decisions 
about the care that I 
want to receive 

1b I can discuss my  
end-of-life wishes with 
my loved ones and 
develop and maintain an 
advance care plan

1c My community enables 
me and others to talk 
about and plan for death

1d My carers have the 
information and support 
they need

1e My cultural health 
beliefs, health practices 
and culture are 
respected

1f We support individuals 
and the wider community 
to have informed 
discussions on palliative 
care and end-of-life issues

1g We build capacity of 
carers and the wider 
community to care for 
people at the end of life

1h We provide care that 
is person-centred 
and is informed by an 
individual’s choice

1i We provide care that  
is culturally respectful 
and safe for Aboriginal 
and Torres Strait 
Islander people

1j We are engaged in 
partnerships with local 
Aboriginal and Torres 
Strait Islander people 
and acknowledge 
cultural differences

1k We support the provision 
of information and 
education on palliative 
care and end-of-life  
care issues

1l We facilitate the 
collection of relevant 
data and use that data 
to increase community 
capacity around end- 
of-life issues

13



Goal 2: Capability

Knowledge and practice of palliative care is embedded  
in all care settings.

Why is this important?
People die in a range of care settings, including in the home, hospitals, residential aged care 
facilities and hospices. Palliative care may be required at all stages of a person’s illness  
and in all settings to maintain their comfort and quality of life.33

Those providing specialist palliative care have an essential role both in providing care to those 
people with complex needs, and in providing advice and support to other providers who are  
caring for people with life-limiting illnesses. At the same time, not everyone will have complex 
needs requiring specialist palliative care and there is significant potential to increase the capacity  
to deliver palliative care in all care settings, including the home.34 

There is a great need among care providers for increased knowledge of palliative care35, including 
training in assessment and screening to identify people who would benefit from palliative care. 
Care providers also need to be able to recognise when an individual is ready to discuss and make 
choices about palliative care and be able to provide or access services that will meet their needs.36 

Service providers in all settings need to be able to recognise clinical deterioration and dying.37  
Clinical providers of palliative care also need access to evidenced-based information on the 
appropriate use of medicine for pain and symptom management. The World Health Assembly 
recognised that there is an “urgent need to include palliation across the continuum of care, especially 
at the primary care level, recognising that inadequate integration of palliative care into health and 
social care systems is a major contributing factor to the lack of equitable access to such care.”38 

The more that service providers can support conversations and planning for the end of life, the 
more individuals, their families and carers will be able to make the choices that are right for 
them.39 A person with a life-limiting illness may be supported by an increasingly complex network 
of carers.40 This requires service providers to adapt to each individual’s situation to ensure that 
everyone who should be included in conversations and planning for the end of life can be involved.

The choices that people make may differ due to cultural, religious, or other factors. For example,  
we know that Aboriginal and Torres Strait Islander people access health services at lower rates 
than other Australians. It is imperative that policy makers and service providers consider and 
address barriers to Aboriginal and Torres Strait Islander patients, their families and carers 
accessing and using palliative care services. Strategies must be implemented to provide culturally 
safe, responsive and supportive environments for Aboriginal and Torres Strait Islander people  
at all points along the patient journey including end-of-life care. Meeting the needs of individuals,  
their families and carers requires, for example, good communication and listening skills to assist 
people in identifying their needs and preferences. These skills are also necessary to support and 
provide care for families and carers in bereavement. 

33 Australian Institute of Health and Welfare, 2016a
34 CareSearch, 2017a
35 World Health Organization, 2016
36 McNamara & Hegney, 2016
 37 Mason et al, 2015
38 World Health Assembly, 2014, Page 2
39 Kellas et al, 2017
40 Horsfall et al, 2015
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Priorities

2.1 Medical, nursing and allied health graduates can identify and address people’s  
palliative care needs

2.2 Clinical and non-clinical service providers can assist individuals, their families and carers  
to have discussions on palliative care including the development of advance care plans

2.3 The needs of people from under-served population groups are identified and respected 

2.4 Health professionals provide early referrals for palliative care for those affected by  
life-limiting illnesses based on need with specialist palliative care services playing an 
important role in meeting complex needs and supporting others to provide this care

2.5 There are consistent assessment and screening practices across care settings

2.6 People providing palliative care can identify and meet the needs of carers,  
including during bereavement

What does this mean for…

People affected by  
life-limiting illness Providers of care Governments

2a The people involved in 
my care are skilled in 
talking with me and my 
loved ones and helping 
us plan for my care and 
my end of life

2b The people involved 
in my care respect my 
needs and preferences

2c I am provided with 
culturally appropriate 
information on palliative 
care and supported to 
access care when I  
need it

2d My family and friends 
who care for me are 
supported and able to 
access the care they 
need and to advocate  
for my wishes

2e We are trained and 
provide high-quality 
holistic care relevant to 
our setting

2f We facilitate respectful 
discussions and planning 
with people about their 
palliative care

2g We identify when 
someone would benefit 
from palliative care or 
specialist palliative  
care and know how to 
assist them

2h We acknowledge the 
important role of 
informal carers and 
provide the support  
and care they need

2i We promote 
collaboration and 
partnerships with 
Aboriginal and 
Torres Strait Islander 
Community Controlled 
Health Services

2j We work with education 
providers to make 
palliative care education 
and training available 
for all people who may 
be required to provide 
palliative care

2k We support initiatives 
to increase cultural 
awareness and safety  
in palliative care

2l We support initiatives 
to increase the number 
of people in both clinical 
and non-clinical settings 
skilled in discussing 
end-of-life issues and 
providing the relevant 
support to all people 
affected by life-limiting 
illnesses
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Goal 3: Access and choice

People affected by life-limiting illnesses receive care that matches  
their needs and preferences.

Why is this important?
At the heart of palliative care is the goal of ensuring that people may live as well as possible for 
as long as possible.41 Australia is a world leader in the development and delivery of palliative care 
services, and has been at the forefront of innovative research and development initiatives which 
seek to improve individuals’ experience of the dying process.42 All states and territories have 
structures in place to provide palliative care in a range of settings, including the home.43 

At the same time, not everyone is able to receive the palliative care they need to live well.  
There are under-served groups (refer to page 11) that experience various barriers in accessing 
and choosing the care they wish to receive, including geographical, cultural, language, and other 
barriers. Addressing these barriers and facilitating access can help overcome health disparities, 
particularly for Aboriginal and Torres Strait Islander people requiring palliative care. 

Carers may also experience barriers to accessing the care and support they need. Improving access 
and choice for people affected by life-limiting illnesses should include frameworks to identify and 
address the needs of carers while in the caring role and after the death of their loved one.

A person-centred approach means that people affected by life-limiting illnesses are included in 
all aspects of planning for their care44, including identifying and addressing barriers to access and 
choice. For example, ensuring care environments are welcoming and culturally sensitive, such as 
displaying signs and symbols to acknowledge local Aboriginal and Torres Strait Islander cultures. 

Structural or system barriers to access and choice also exist such as the limited number of 
specialist palliative care services45; concentration of specialist services within metropolitan  
areas46,47; lack of generalist palliative care providers; and siloed funding mechanisms.48  
These critical challenges are also addressed in Goal 2: Capability and Goal 5: Investment. 

People’s experience of illness will differ widely depending on diagnosis.49 Children and young 
people may have a long engagement with palliative care services and need varying levels of 
assistance during that time. Conversely, people who are frail and aged may not require specialist 
palliative care until the very end of life, if at all, but may benefit from good symptom management. 
Improving the use of care pathways50, including pathways for transitions between settings and 
over the course of the dying process, will assist people to receive more coordinated and integrated 
palliative care tailored to their needs51, and reduce unnecessary transfers between care settings.52 
There is also an increasing role for technology in supporting those affected by life-limiting illnesses 
to access a range of services, including through remote consultations or through the use of tools  
in the home to support independence.

41 Palliative Care Australia, n.d.
42 The Economist Intelligence Unit, 2015
43 Urbis, 2016
44 Productivity Commission, 2017
45 Mitchell, 2011
46 The Economist Intelligence Unit, 2015
47 Productivity Commission, 2017
48 The Economist Intelligence Unit, 2015
49 Australian Institute of Health and Welfare, 2016a
50 Hardy et al, 2007
51 Dy et al. 2013
52 CareSearch, 2017b
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Priorities

3.1 People can receive timely palliative care in the place of their choice 

3.2 A person-centred approach is embedded in all palliative care planning so that individuals, 
carers and families are actively engaged in care planning and ongoing needs assessment

3.3 More people from under-served population groups access palliative care

3.4 The use of technology supports people to access palliative care in all settings

3.5 Carers get the support they need, including in-home support, respite care and  
bereavement support

What does this mean for…

People affected by  
life-limiting illness Providers of care Governments

3a It doesn’t matter who  
I am, or where I live,  
I get the care I need 
when I need it

3b I receive care and die in 
the place that I choose

3c I am involved as much  
as I want to be in 
planning and decisions 
about my care 

3d My loved ones who  
care for me are cared  
for as well

3e We provide culturally 
safe and responsive 
palliative care where 
a person wants it and 
when they need it

3f We actively work 
with the person, their 
family and carers 
when planning for and 
providing care

3g We continuously use 
research to improve  
our services to meet the 
palliative care needs 
of everyone in our 
community

3h We continue to support 
and develop community-
based palliative care 
services

3i We support ongoing 
research to identify  
and address barriers  
to access and choice 

3j We work with all 
providers to improve 
the access to quality 
palliative care across 
care settings
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Goal 4: Collaboration

Everyone works together to create a consistent experience  
of palliative care across care settings.

Why is this important?
Many people with life-limiting illnesses will move between a variety of care settings as they 
approach the end of life. This is particularly true for children and young people with life-limiting 
conditions who may have contact with a palliative care service for many years.53 In many parts  
of Australia, local collaborative networks have been established to improve consistency of care 
within as well as between care settings.54 

Strengthening communication, collaboration and partnerships at local levels will contribute to 
improving transitions of care, including enhancing care pathways and shared care arrangements. 
This is evident when Aboriginal and Torres Strait Islander people, communities and organisations 
are actively engaged and partnered with, will contribute to improve the quality of care.55

Primary Health Networks and local hospital or health networks as well as Aboriginal and  
Torres Strait Islander Community Controlled Health Services, private and non-profit providers  
all have a contribution to make in working together to reduce duplication and unnecessary  
transfers to hospital where care could be provided in a more appropriate setting.

The National Palliative Care Projects as well as Palliative Care Australia and its member 
organisations have an important role to play in sharing innovation and excellence as well as 
strengthening the evidence base for new treatments and approaches.56 In addition, greater 
collaboration between general practice and state/territory health services may reduce duplication 
of effort57 and assist in providing greater consistency of service experience. Greater information 
sharing across jurisdictions should also help to increase the consistency of service for people  
who may move between states or regions. 

Strengthening existing networks for information sharing can help services learn from each  
other regarding the best ways to improve the quality of palliative care. In addition, there are 
structural barriers to improve communication and information sharing within and across sectors, 
including technology systems, such as the My Health Record and funding mechanisms.  
Addressing these will drive better communication and collaboration.58

Involving individuals and their families and carers in the conversation, including in the design  
and monitoring of services, will improve the ability of services to provide the care that is best for 
the individual, their carer and family. This should include engagement with representatives from 
under-served population groups previously identified on page 8 of this National Strategy. 

A number of policy frameworks have been developed in Australia in recent years that should  
align closely with the palliative care needs of particular groups of people (refer to page 6). 
Improving coordination and information sharing with other sectors will help to improve the 
consistency of experience of palliative care for people across Australia.

53 Virdun et al, 2015
54 Productivity Commission, 2017
55 Australian Commission on Safety and Quality, 2016
56 Urbis, 2016
57 Productivity Commission, 2017
58 Ibid
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Priorities

4.1 Collaboration tools (such as technology and agreed care pathways) are used to monitor  
and improve the coordination of palliative care and transitions between care settings

4.2 Communication between and across national, state/territory, and local palliative  
care networks improves the consistency of care across jurisdictions

4.3 People affected by  life-limiting illnesses are included in the development, implementation 
and evaluation of palliative care services

4.4 Funding mechanisms, including existing Medicare Benefit Schedule item numbers,  
facilitate advance care planning and care coordination across all settings

4.5 Collaboration with Aboriginal and Torres Strait Islander people and organisations, guided  
by the Australian Commission on Safety and Quality in Health Care, National Safety and 
Quality Health Service Standards user guide for Aboriginal and Torres Strait Islander Health59  

What does this mean for…

People affected by  
life-limiting illness Providers of care Governments

4a Everyone involved in my 
care is aware of their 
role and is accountable 
for doing their job 

4b I receive high-quality, 
evidence-based care 

4c I am included and 
can contribute to the 
planning, delivery  
and evaluation of 
palliative care

4d I receive holistic care 
that is culturally safe  
and responsive

4e We work together to 
ensure that a person 
receives coordinated 
palliative care

4f We continue to 
strengthen our cultural 
competence to improve 
coordination of care for 
diverse population groups

4g We are actively  
involved in research  
and knowledge sharing 
to continuously improve 
the palliative care we 
provide

4h We include people 
affected by life-limiting 
illnesses in the planning, 
delivery and evaluation 
of services

4i We work together to 
review the care people 
receive

4j We collect and share 
data to improve 
consistency and quality 
of palliative care

4k We include people 
affected by life-limiting 
illness in the planning, 
delivery and evaluation 
of services

4l We facilitate the use of 
tools and mechanisms 
that enable collaboration 
at national, state and 
territory and local levels

59 Australian Commission on Safety and Quality, 2016
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Goal 5: Investment

A skilled workforce and systems are in place to deliver palliative care  
in any setting.

Why is this important?
The need for palliative care will continue to increase as the Australian population ages and people 
live longer with chronic disease and disability.60 An ageing workforce61 and shortages of medical 
and nursing staff trained in palliative care62 will place increased pressure on services to meet this 
rising demand. Investment at national, state and territory levels will be required to ensure that the 
systems and people are available to provide quality palliative care where and when it is needed. 
This will include palliative care specialists who play an important role in not only the delivery of 
care but building the capacity of other providers of palliative care.

Current models of palliative care rely heavily on a critical number of specialist palliative care 
providers working within primarily metropolitan-based in-patient environments, while individual 
preferences and funding constraints point to an increasing need for service delivery in the 
community, within homes, and in residential aged care facilities.63 Research and experience have 
identified the benefits for individuals and families in remaining at home as much as possible.64 
Investment is needed into community-based models that are flexible to accommodate increased 
demand and public expectations.65 Resources and infrastructure will be required to provide care  
in the place a person chooses, including technology and care aids. 

Service models must allow providers to respond quickly when an individual’s condition changes,  
to avoid inappropriate or unnecessary emergency department presentations at the end of life  
and support people to remain in their home, if they choose, for as long as possible. 

Strategic workforce planning supports all the other goals in this National Strategy. Workforce 
planning will need to take into account the current services available, the anticipated increase in 
demand, how people are likely to want to receive care in the future, and the competencies required 
to provide high quality palliative care. A national framework for workforce development will assist 
in strengthening consistency of both availability and quality of services across jurisdictions,  
and also assist service users and providers who move between states and territories.

In addition to specialist and non-specialist palliative care providers, there are many volunteers and 
community organisations that support the holistic needs of people affected by life-limiting illnesses. 
Their contribution needs to be acknowledged and support provided for these essential services. 
All individuals involved in palliative care need to be supported to maintain their own resilience and 
well-being while working in this often challenging area.66 

60 Productivity Commission, 2017
61 ibid
62 ibid
63 Senate Community Affairs References Committee, 2012
64 Gomes et al, 2013
65 McNamara & Hegney, 2016
66 Chan et al, 2016
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Priorities

5.1 Service models deliver palliative care when and where it is required according to the individual’s needs

5.2 A national workforce development framework for palliative care provides guidance for future workforce 
planning, including a competency framework suitable for all care settings

5.3 Care providers have the support they need to maintain their health and wellbeing

5.4 Technology supports the delivery of palliative care in any setting

5.5 Investment in palliative care in all jurisdictions includes expansion of primary, community-based  
and tertiary services

What does this mean for…

People affected by  
life-limiting illness Providers of care Governments

5a My care is flexible and 
able to accommodate my 
changing needs

5b My care is respectful of 
my cultural beliefs and 
practices, social and 
spiritual needs

5c We develop and improve 
the way we plan and 
deliver services to align 
with the needs of our 
community

5d We provide palliative 
care at the time and in 
the place that a person 
requires

5e All people involved in 
palliative care have the 
appropriate skills

5f We provide palliative care 
that is culturally safe and 
culturally responsive

5g We support the wellbeing 
and resilience of people 
working in palliative care

5h We develop and 
strengthen the Aboriginal 
and Torres Strait Islander 
health workforce in 
all areas of the health 
system, both clinical and 
non-clinical

5i We develop a culturally 
skilled and responsive 
workforce  in all areas of 
the health system, both 
clinical and non-clinical

5j We continue to support 
research to identify gaps 
in service provision and 
implement responses to 
address those gaps

5k We continue to ensure 
that there is the 
appropriate skilled 
workforce to deliver 
palliative care both now 
and in the future across 
primary, community-
based and tertiary 
services

5l We support the delivery 
of palliative care in all 
care settings to ensure 
that people can access 
the care they need when 
and where they need it

5m We support the 
development and use 
of technology to deliver 
palliative care

5n We support strategies 
to increase engagement 
by Aboriginal and Torres 
Strait Islander people in 
Palliative Care Services
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Goal 6: Data and evidence

Robust national data and a strong research agenda strengthen  
and improve palliative care.

Why is this important?
The lack of consistent collection and reporting of data on palliative care has been identified  
as an area for improvement at both state and territory67,68, and national levels.69,70

Many jurisdictional and national data collection mechanisms do already exist, including those 
supported through the National Palliative Care Projects; in addition, work continues at national, 
state and territory levels to improve data development, collection and interpretation activities. 
However, further work is required to enable linked and nationally consistent data collection to 
improve both routine monitoring and evaluation reporting. This can be strengthened by effective 
and accurate processes to routinely ask patients and record responses if they identify as being  
of Aboriginal and/or Torres Strait Islander origin.71 

The evaluation of the National Palliative Care Strategy 2010 resulted in several recommendations 
related to the collection of data across all care settings and the development of nationally 
consistent data. People who contributed to the evaluation argued strongly that data improvement 
is critically important to strengthen the evidence base regarding the provision, quality and 
effectiveness of palliative care across Australia.72

A key goal for this National Strategy is to improve the ability to evaluate palliative care at a 
population level and to monitor outcomes across Australia. This will allow the quality and 
processes of care to be assessed and improved across all care settings. It will also assist to  
expand the understanding of where people are able to access palliative care, who is providing 
the care, and the frequency and effectiveness of different treatments or services. Central to this 
evaluation will be the voices of those who are recipients of care, in both the design and collection  
of data and in research processes. 

Australia has benefited for many years from a focussed national research agenda, which has 
created a large network of clinicians, academics, researchers and policy makers; the outcomes  
of this large-scale investment in research have contributed significantly to the quality of palliative 
care provided in Australia.73 Maintaining a strong national commitment to research and evidence 
will benefit Australia as well as help to improve services internationally by increasing the global 
knowledge base.

67 Audit Office of New South Wales, 2017
68 Victorian Auditor-General’s Office, 2015
69 Productivity Commission, 2017
70 Senate Community Affairs References Committee, 2012
71 AIHW, 2010
72 Urbis, 2016
73 Ibid
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Priorities

6.1 Nationally consistent data collection is used to monitor, evaluate and report on access  
to and outcomes of palliative care

6.2 Palliative care providers contribute to data collection, monitoring and reporting activities

6.3 Data collection and reporting informs continuous quality improvement of palliative care

6.4 A robust national research agenda informs sector development and improvement

6.5 Research includes the experience of individuals affected by a life-limiting illness and  
these experiences inform the continuous improvement of palliative care

6.6 Systematic processes are in place for asking all patients  and recording responses to  
the standard Aboriginal and Torres Strait Islander status question, ‘are you [is the person]  
of Aboriginal or Torres Strait Islander origin?’74

What does this mean for…

People affected by  
life-limiting illness Providers of care Governments

6a My feedback informs 
improvements to care

6b I can access quality, 
evidence-based 
information that helps 
me make informed 
decisions 

6c We collect and share 
data on the palliative 
care we provide and the 
outcomes of that care

6d We continuously improve 
the care we provide to 
reflect the evidence on 
quality palliative care

6e We learn from the 
feedback we receive 
from people affected by 
life-limiting illnesses

6f We know where to find 
data and evidence to 
improve the care we 
provide

6g We routinely ask all 
people and record 
responses if they identify 
as being of Aboriginal 
and/or Torres Strait 
Islander origin

6h  We continue to support 
the improvement of 
nationally consistent 
data collection and 
reporting for palliative 
care

6i We support data 
infrastructure that 
informs the continuous 
improvement of 
palliative care 

6j We continue to support 
research to maintain a 
strong evidence-base for 
palliative care 

6k We support the 
translation of research 
into practice

74 AIHW, 2010
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Goal 7: Accountability

National governance of this Strategy drives action.

Why is this important?
A key finding of the evaluation of the National Palliative Care Strategy 2010 was the value placed on 
national governance structures to improve collaboration and accountability across jurisdictions. The 
absence of formal governance and accountability structures was noted as a barrier to improving 
access as well as the quality and consistency of palliative care provision across Australia.75 

A formal national governance structure with links to the Australian Health Ministers’ Advisory 
Council will ensure that palliative care is recognised and resourced as an integral component of 
the health system, while retaining the independence of states and territories to decide how best to 
invest in palliative care services. Such a governance mechanism will be strengthened by including 
people with lived experience of palliative care and by ensuring that the voices of people affected by 
life-limiting illnesses are considered in service and research development. 

This governance structure will be responsible for the development of the Implementation Plan for 
this Strategy (refer to page 26) as well as reporting on progress made towards achieving the goals 
within this Strategy. It will also provide a structural mechanism to support information sharing 
between the Commonwealth (which funds general practice and aged care services) and states and 
territories (which fund community, tertiary and specialist services).

As Australians live longer, and more people live with chronic and life-limiting conditions, the need 
for palliative care will continue to increase.76 Embedding palliative care further within the national 
governance structures of the health system will facilitate the effective integration of palliative care 
across all service settings. This governance structure can also provide a platform for dialogue and 
integration with other service sectors including aged care, disability, and social services, and for 
promoting the use of quality standards and accreditation processes. 

75 Urbis, 2016
76 Productivity Commission, 2017
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Priorities

7.1 A national governance structure for this Strategy maintains a formal link to the  
Australian Health Ministers’ Advisory Council

7.2 Oversight for the implementation and monitoring of this National Strategy includes  
annual reporting on progress

7.3 People with lived experience of palliative care are consulted in national policy development

7.4 The national governance structure facilitates closer integration with other policy  
and service sectors

7.5 Indicators for quality palliative care are reflected in the accreditation processes  
of all care settings

What does this mean for…

People affected by  
life-limiting illness Providers of care Governments

7a I see changes being 
made to improve 
palliative care

7b My voice is represented 
and informs decision 
making

7c We are involved in and 
knowledgeable about 
changes being made to 
improve palliative care

7d We provide care that is 
aligned to best practice

7e  We work towards 
fulfilling our 
commitments in  
this Strategy

7f We regularly monitor 
and report on the 
priorities in this Strategy 

7g We include people  
with a lived experience 
of palliative care in  
the implementation  
of this Strategy

7h We promote the 
inclusion of palliative 
care indicators in 
accreditation standards 
across all care settings

7i We commit to 
strong collaborative 
partnerships within  
and across governments 
to improve quality  
and consistency of  
palliative care
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Implementation Plan

The responsibility for the implementation of the National Strategy rests with the Commonwealth, 
state and territory governments, with the Commonwealth providing national leadership and policy 
direction as well as supporting national research and other programs, and the state and territory 
governments providing quality palliative care and policy development within their jurisdictions. 

The implementation of the National Strategy will be guided by an Implementation Plan, to 
be developed by Commonwealth, state and territory governments within the year following 
endorsement of the Strategy. The Plan will identify activities, accountability and timing for  
progress within a five-year timeframe. Annual reporting on the activities within the Plan will  
feed into the Monitoring and Evaluation Plan.

An indication of what the Implementation Plan might include is outlined in the table below.

Goals Priorities Activities

Goal 1: Understanding—
People understand the 
benefits of palliative care, 
know where and how to 
access services, and are 
involved in decisions about 
their own care

1.1 More people are aware  
of the benefits and the 
local availability of 
palliative care

The specific actions at 
regional, state or national 
levels that will be undertaken 
to support achieving the goal

Responsibilities Timing Data sources

The organisation(s) 
accountable for 
implementing the activity

The expected timeframe for 
undertaking this activity

The evidence that will be 
used to report the progress 
made towards achieving  
the goal
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Monitoring and Evaluation Plan

A Monitoring and Evaluation Plan will be developed to identify how progress on the priorities in 
the National Strategy will be measured and reported. Data collection should contribute to annual 
monitoring and reporting as well as to longitudinal evaluation of achievements over the five-year 
timeframe for the Implementation Plan. Many indicators are already available in existing datasets; 
however, the National Strategy contains some aspirational priorities which will require the 
development of new, or enhancement of existing, datasets. 

An indication of what the Monitoring and Evaluation Plan might include is outlined  
in the table below.

Outcomes Evaluation questions Indicators

1a. I can access information 
on palliative care and 
end-of-life issues and can 
make informed decisions 
about the care that I want 
to receive

Question(s) to assess the 
extent to which the outcome 
has been achieved

The measure(s) used to 
assess progress towards 
achieving the outcome

Data source Timeframe

The evidence that will be 
used to assess the progress 
made towards achieving  
the goal

The time period within  
which the outcome is 
expected (long, medium  
or short-term)
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Glossary of terms

Aboriginal (adjective): A person of Aboriginal descent who identifies as Aboriginal and is  
accepted as such by the community in which he[or she] lives (the original inhabitants of  
the Australian continent and surrounding islands).

Advance care plan: states “preferences about health and personal care and preferred health 
outcomes. They may be made by, with, or on the person’s behalf, and are prepared from the 
person’s perspective to guide decisions about care.”77 

Advance care directive: “a type of written advance care plan recognised by common law  
or authorised by legislation that is completed and signed by a competent adult.”78

Bereavement: “refers to the event of death of a person with whom there has been an  
enduring relationship.”79 

Chronic conditions: “have complex and multiple causes; may affect individuals either alone or  
as comorbidities; usually have a gradual onset, although they can have sudden onset and acute 
stages; occur across the life cycle, although they become more prevalent with older age; can 
compromise quality of life and create limitations and disability; are long-term and persistent, and 
often lead to a gradual deterioration of health and loss of independence; and while not usually 
immediately life threatening, are the most common and leading cause of premature mortality.”80 

Culturally and linguistically diverse: “a broad and inclusive descriptor for communities with  
diverse language, ethnic background, nationality, dress, traditions, food, societal structures,  
art and religion characteristics.”81

Carers: “people who provide personal care, support and assistance to people with a disability, 
medical condition (including terminal or chronic illness), mental illness, or frailty due to age.  
Carers include family members, friends, relatives, siblings or neighbours. Grandparents or  
foster carers providing care to a child with disability, medical condition (including terminal or 
chronic illness) or mental illness are included as carers.”82 

End of life: “the period when a patient is living with, and impaired by, a fatal condition, even if the 
trajectory is ambiguous or unknown. This period may be years in the case of patients with chronic 
or malignant disease, or very brief in the case of patients who suffer acute and unexpected illnesses 
or events, such as sepsis, stroke or trauma.”83

77 Australian Health Ministers’ Advisory Council, 2011, Page 9 
78 Australian Health Ministers’ Advisory Council, 2011, Page 10 
79 CareSearch, 2017c
80 Australian Health Ministers’ Advisory Council, 2017 Page 6
81 Ethnic Communities’ Council of Victoria, 2012, Page 1 
82 Australian Government, 2011
83 Australian Commission on Safety and Quality in Health Care, 2015, Page 33
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End-of-life care84: “includes physical, spiritual and psychosocial assessment, and care and 
treatment delivered by health professionals and ancillary staff. It also includes support of families 
and carers, and care of the patient’s body after their death. People are ‘approaching the end of life’ 
when they are likely to die within the next 12 months. This includes people whose death is imminent 
(expected within a few hours or days) and those with:

 — advanced, progressive, incurable conditions 

 — general frailty and co-existing conditions that mean that they are expected to die  
within 12 months 

 — existing conditions, if they are at risk of dying from a sudden acute crisis in their condition 

 — life-threatening acute conditions caused by sudden catastrophic events.”85 

Grief: “is how bereavement affects us personally, with effects across several domains— 
emotional, cognitive, social, physical, financial and spiritual.”86 

Integrated care: “Integration is a coherent set of methods and models on the funding, 
administrative, organisational, service delivery and clinical levels designed to create connectivity, 
alignment and collaboration within and between the cure and care sectors. The goal of these 
methods and models is to enhance quality of care and quality of life, consumer satisfaction and 
system efficiency for people by cutting across multiple services, providers and settings. Where the 
result of such multi-pronged efforts to promote integration leads to benefits for people, the outcome 
can be called integrated care.”87 

Life-limiting illness: “a person with life-limiting illness may die prematurely. This term is often used 
for people living with a chronic condition that may seem life-threatening but can continue for many 
years or even decades.”88 

Palliative care: an approach that improves the quality of life of patients and their families facing 
the problems associated with life-limiting 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. “Palliative care:

 — provides relief from pain and other distressing symptoms

 — affirms life and regards dying as a normal process

 — intends neither to hasten or postpone death

 — integrates the psychological and spiritual aspects of patient care

 — offers a support system to help patients live as actively as possible until death

 — offers a support system to help the family cope during the patient’s illness and in their  
own bereavement

 — uses a team approach to address the needs of patients and their families, including 
bereavement counselling, if indicated

 — will enhance quality of life, and may also positively influence the course of illness

 — is applicable early in the course of illness, in conjunction with other therapies that are 
intended to prolong life, such as chemotherapy or radiation therapy, and includes those 
investigations needed to better understand and manage distressing clinical complications.”89 

84 The Aged Care Funding Instrument (ACFI) enables a claim for a palliative care program involving end-of-life care for a resident of a  
 Residential Aged Care Facility. Within this context end-of-life care is defined as care provided in the last week or days of life.  
 See https://www.caresearch.com.au/caresearch/Portals/0/PA-Tookit/Resources_2016_Update/Fact_Sheet_10_End_of_Life_Terminal_Care_Pathways.pdf
85 Australian Commission on Safety and Quality in Health Care 2015, page 33
86 CareSearch, 2017c
87 World Health Organization 2016, page 3
88 Department of Health and Human Services, 2016, Page 29 
89 Based on World Health Organization, 2017b
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Paediatric palliative care: “Palliative care for children is the active total care of the child's body, mind 
and spirit, and also involves giving support to the family. It begins when illness is diagnosed, and 
continues regardless of whether or not a child receives treatment directed at the disease. Health 
providers must evaluate and alleviate a child's physical, psychological, and social distress. Effective 
palliative care requires a broad multidisciplinary approach that includes the family and makes use of 
available community resources; it can be successfully implemented even if resources are limited.”90

Person-centred care: Person-centred care “is a philosophy that sees doctors, nurses and health 
services treating people the way they want to be treated. It allows people to make choices about  
the type of health services and care they access, and how and when it is delivered.

With person-centred care, each person is treated as a complete human being with their own life 
story, values, culture, interests and beliefs. Support from others is tailored to meet the person’s 
individual situation, unique needs and goals.”91

Quality of care: “the extent to which health care services provided to individuals and patient 
populations improve desired health outcomes. In order to achieve this, health care must be safe, 
effective, timely, efficient, equitable and people-centred.”92

Respite: “Respite care refers to the provision of care for a person with a disability, severe medical 
condition or who is frail aged, by an organisation or another person other than the carer for a 
temporary period so the carer can have a break from caring.”93  

Specialist palliative care: “Services provided by clinicians who have advanced training in palliative 
care. The role of specialist palliative care services includes providing direct care to patients with 
complex palliative care needs, and providing consultation services to support, advise and educate 
non-specialist clinicians who are providing palliative care.”94

Terminal: “the stage of an illness when death is likely within days.”95  

Torres Strait Islander: A person of Torres Strait islander descent who identifies as a Torres 
Strait Islander and is accepted as such by the community in which he [or she] lives (the original 
inhabitants of the Torres Strait Islands).

90 World Health Organization, 2017a
91 Australian Government, n.d 
92 World Health Organization, 2017c 
93 Australian Government, 2017 
94 Australian Commission on Safety and Quality in Health Care 2015, page 35 
95 Australian Institute of Health and Welfare, n.d.
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