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executive summary

You cannot cure everybody but you can care for everybody.
Surgeon, medical grand round – public hospital

Acute hospitals provide end-of-life care to the 
majority of people who die in Australia. The 
population is ageing and as the proportion of 
older Australians grows, it is likely that the numbers 
of people requiring end-of-life care in this setting 
will rise. The quality and safety of end-of-life 
care has important implications not only for the 
individual patient but also for their family, the 
people involved in providing that care and for 
society as a whole. Potentially preventable physical, 
emotional and spiritual distress can occur if care 
is less than optimal and there are significant cost 
implications for society if unwanted or inappropriate 
medical treatments are continued. Even with the 
considerable investment in palliative care services 
that already exists, and the implementation of 
initiatives such as palliative care guidelines, 
education programs, care pathways and advanced 
care planning programs, it appears that persistent 
gaps in the quality and safety of end-of-life 
care remain. 

During 2012–13, the Australian Commission on 
Safety and Quality in Health Care (the Commission) 
undertook scoping and preliminary consultation 
work in an effort to understand the complexity of 
issues and barriers affecting the delivery of safe 
and high-quality end-of-life care in acute facilities. 
This background paper presents a précis of the 
current policy and clinical framework for end-of-life 
care within the Australian acute healthcare setting 
and as interpreted by consumers, clinicians and 
policy makers. It provides a platform for discussion 
about future work of the Commission to improve the 
safety and quality of end-of-life care. 

The overall focus of acute hospitals is generally on 
diagnosis and treatment with a view to cure and 
discharge of the patient. In this context, recognition 
of the fact that a patient may be approaching 
the end of life and in need of interventions – 
such as conversations about their goals of care, 
limitations on treatment, a palliative approach 
to care, or provision of terminal care – is often 
delayed. Invasive investigations and treatments 
may continue beyond the point where they are 
effective, and may contribute to suffering at the 
end of life. Communication and care planning with 
patients and families may be poor; psychosocial 
and spiritual needs may be neglected; and patients 
may have suboptimal control of symptoms and pain 
at the end of life. 

While a senior clinician is nominally responsible for 
a patient’s overall care in hospital, junior clinicians 
are often responsible for the initial assessment 
and care planning and for much of the day-to-day 
decision-making, particularly out of hours. Junior 
staff often lack experience in recognising and 
managing end-of-life care needs and perceive that 
they lack authority to make decisions about limiting 
medical treatment. There is also evidence that they 
frequently fail to contact senior decision makers 
for help with patients whose condition is complex 
or deteriorating. Even when senior specialists are 
contacted, their professional focus on a single 
organ or disease group may mean that care is 
targeted to treatment of the presenting problem 
without holistic assessment of a patient’s condition. 

Most of the clinicians who participated in the 
preliminary consultation interviews felt strongly 
that end-of-life care should be part of their core 
business, but it appears that this is not always 
usual practice. Outsourcing end-of-life care to the 
medical emergency team, the palliative care team 
or the intensive care team appears to be common 
practice. This is less than ideal for patients as it 
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means that this type of care may be provided only 
in response to acute deterioration, by strangers, 
after hours, and in urgent circumstances.

Australia has been characterised as a ‘death 
denying’ society where many people are reluctant 
to consider their own mortality and talk with their 
families about what their wishes are for the end of 
life. Clinicians report that it is often much easier to 
continue treatment than to talk with patients and 
families about the end of life. There are a number of 
factors that contribute to clinicians avoiding these 
conversations. These include systemic factors such 
as shortage of time or a lack of appropriately private 
space; educational factors such as inadequate 
training and mentoring in necessary communication 
skills; and personal factors such as fear of 
complaints and litigation or discomfort with talking 
about dying. 

Even when clinicians do discuss a poor 
prognosis with patients and relatives, the quality 
of communication can be variable – failures of 
communication are the most common reason for 
complaints in health care, and end-of-life care 
is no exception. Documentation of end-of-life 
conversations and any subsequent decisions about 
goals of care, limitations of treatment or palliative 
interventions is also variable and can contribute 
to considerable uncertainty for junior clinicians or 
those attending to patients outside of the usual 
hours of the treating team. 

Pre-hospital issues also contribute to the variable 
quality and safety of end-of-life care in acute 
facilities. Limited availability of options for caring 
for the dying outside of hospital perpetuates the 
need to utilise acute hospital beds for this work. 
Poor uptake of advance care planning and the 
documentation of advance care directives in the 
community and in aged care facilities mean that 
the goals of care may be unclear when a patient 
presents to a hospital emergency department. 
Even when an advance care directive has been 
documented it may not be available or applicable at 
the critical moment.

It is clear that the factors contributing to less 
than optimal end-of-life care in acute hospitals 
are complex and do not lend themselves to easy 
solutions. The issues raised by participants in the 
consultation interviews aligned closely with findings 
in the literature. There appears to be a need to 
address change at every level – from changes 
to an individual clinician’s practice to societal 
changes in attitudes toward death and dying. 
The path to achieving such change is challenging 
because although there is general agreement and 
some evidence about what the problems are, 
there is currently a lack of either clear evidence or 
consistent agreement about what the standard of 
care should be, or how to achieve it. 

In previous work by the Commission regarding 
the processes of recognising and responding to 
clinical deterioration, the development of a national 
consensus statement was crucial in providing a 
basis for further work to integrate recognition and 
response systems into usual practice through 
the development of National Safety and Quality 
Health Service (NSQHS) Standard 9. Similarly, in 
order to work toward improving the quality and 
safety of end-of-life care in acute hospitals, it is 
first necessary to achieve consensus about the 
standard of care that should be expected. 

The Commission proposes working with 
consumers, clinicians and other experts to develop 
a national consensus statement about the standard 
of end-of-life care that patients, families and carers 
should expect in acute care settings. Through 
reaching high level agreement on a consistent set 
of principles to guide the delivery of end-of-life care 
in acute facilities, a framework for accountability 
can then be developed to ensure positive change at 
the level of individual patient care. This may involve 
the development of a safety and quality or clinical 
care standard, evaluation criteria and/or training 
curricula. Additional tools and resources will be 
developed with a view to supporting and enabling 
patients, families and carers to participate in shared 
decision-making about their care at the end of life. 
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introduction

How people die matters. Although we know that many Australians receive excellent 

care at the end of life, it is clear that some do not. Most Australians die in acute 

hospitals, despite the majority of people reporting they would prefer to die at 

home.1-2 In a system which is designed for rapid diagnosis and treatment with a view 

to cure and discharge of the patient, it appears that it is often difficult to provide 

high-quality end-of-life care.3 Even with considerable investment in palliative care 

services nationally, and the implementation of improvements in models of care such 

as palliative care guidelines, education programs, care pathways and advanced care 

planning, there are some persistent gaps in end-of-life care.

During 2012–13, the Australian Commission on Safety and Quality in Health Care 

(the Commission) undertook scoping and preliminary consultation work in an effort 

to understand the complexity of issues and barriers affecting the delivery of safe 

and quality end-of-life care in acute facilities. A summary of the interviews and 

focus groups that informed this consultation is in Appendix B. This paper provides 

a summary of issues identified as well as existing policy approaches, evidence 

and opinion relating to the delivery of end-of-life care in acute hospitals. Quotes 

from interview participants are inserted throughout the paper to illustrate the 

issues discussed.
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purpose and scope 
The purpose of this background paper is to present 
a précis of the current policy and clinical framework 
for end-of-life care within the Australian acute 
healthcare setting and as interpreted by consumers, 
clinicians and policy makers. It provides a platform 
for discussion about future work of the Commission 
to improve the safety and quality of end-of-life 
care. As a first step in this work, the Commission 
is intending to develop a national consensus 
statement on the essential elements of safe and 
high-quality end-of-life care for patients in acute 
care hospitals. 

The intended audience for this paper includes:

• consumer groups, consumers, and their families 
and carers

• clinicians and managers in the acute care sector

• policy makers.

For the purposes of this paper, ‘end of life’ is 
defined* as being that part of life where a person 
is living with, and impaired by, an eventually fatal 
condition, even if the prognosis is ambiguous or 
unknown.4 End-of-life care combines the broad 
set of health and community services that care for 
people as they approach the end of life.4 This paper 
is focussed on end-of-life care interventions that are 
usually provided in acute facilities.

This document does not relate to the practices of 
euthanasia or physician-assisted suicide, which 
involve the administration of medications in the 
deliberate attempt to hasten death. These practices 
are currently illegal in all jurisdictions of Australia. 

structure 
This paper begins by providing some contextual 
information about why the Commission has decided 
to undertake work about the safety and quality of 
end-of-life care in acute hospitals. This is followed 
by two parts that provide information about 
current knowledge, policy and practice relating to 
end-of-life care. 

Part A describes what is currently known about 
dying and the way in which care is provided at the 
end of life. Examples of community awareness, 
policy, educational and other initiatives are included 
to illustrate current national and international 
approaches to improving end-of-life care. 

Part B explores common issues that affect the care 
of people at the end of their lives and that are faced 
by people who are responsible for delivering this 
care. These issues include: 

• communication with patients and families 

• recognising dying

• systems and processes of care in hospitals

• forward planning and limiting treatment

• training

• rural and remote settings

• end-of-life care for Aboriginal and Torres Strait 
Islander peoples.

The paper concludes with a brief summary and an 
outline of the proposed next steps to be taken by 
the Commission. 

* Definitions of frequently used terms are available in Appendix A.
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context

Ensuring that patients who deteriorate receive 
appropriate and timely care is a key safety and 
quality challenge. All patients should receive correct 
care regardless of their location in the hospital 
or the time of day. The Commission commenced 
a program of work in 2008 with the overall goal 
of saving lives and reducing harm by improving 
recognition and response to deteriorating patients. 
The National Consensus Statement: Essential 
Elements for Recognising and Responding to 
Clinical Deterioration5 (the Consensus Statement) 
was endorsed by Australian Health Ministers 
in 2010. It informed the development of a 
comprehensive implementation guide, various 
supporting resources, and the National Safety 
and Quality Health Service (NSQHS) Standard for 
recognition and response to clinical deterioration in 
acute healthcare facilities. 

The major focus of the program was to develop, 
implement and optimise systems to improve 
detection, recognition, escalation and response to 
clinical deterioration that might result in preventable 
morbidity and mortality. Increasingly, it is becoming 

apparent that for a significant number of patients, 
clinical deterioration in the acute hospital setting 
may not be preventable or reversible but a part 
of the normal dying process.6-7 The Consensus 
Statement and the NSQHS Standard emphasise the 
importance of appropriate advance care planning 
in the context of patient deterioration, but the 
requirements for delivering safe and high-quality 
end-of-life care are not articulated. 

This paper is focussed on the safety and quality of 
end-of-life care in the acute setting. In that context, 
it is necessary to consider how best to care for 
hospitalised patients with eventually fatal conditions 
who are at risk of, or actually experiencing clinical 
deterioration. Many of these patients are unlikely 
to benefit from invasive and burdensome therapies 
and may instead require end-of-life care that 
addresses their emotional and psychosocial needs 
and relieves distressing symptoms occurring during 
the natural dying process.8-9 
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part a
the current state of play

This section discusses the context within 

which end-of-life care is provided. 

Broad issues that have an impact on 

end-of-life care are explored. These 

include the complexity and fragmentation 

of service provision, common trajectories 

of decline amongst people with 

life-limiting conditions, and societal 

attitudes toward death, dying and medical 

treatment at the end of life. Policy and 

other approaches to improving end-of-life 

care are then discussed, including 

Australian and international, governmental 

and non-governmental initiatives.
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1. end-of-life care: what do we know?

Advances in health care and general well-being 
mean that Australians live longer and can 
remain relatively independent despite multiple 
co-morbidities. Although most people state they 
wish to die at home, 52% actually die in hospital.10 
The most common trajectories of decline toward 
death involve either progressive loss of function or 
step wise reduction in function following episodes 
of acute deterioration. Toward the end of life, people 
often experience repeated hospitalisation and 
exposure to multiple healthcare providers. These 
frequent encounters provide opportunities for 
discussions about patient choices and preferences 
for therapeutic options toward the end of life. 
Unfortunately, issues such as fragmentation of 
care, a death denying culture, unrealistic media 
depictions, and variable legislation and funding 
models can hinder discussions, documentation and 
use of advance care plans. 

Although the standardised death rate in Australia 
continues to decline over the long term, as 
the population increases, the actual number 
of Australians who die each year continues to 
increase, on average by 0.6% per year for males 
and 1.2% per year for females.11 More than 
146,000 people died in Australia in 2011, and it is 
thought that 25–50% of deaths could potentially 
be anticipated.12-13 This has significant implications 
for services where end-of-life care is provided. 
Although Australia was placed second only to 
the United Kingdom in a recent study ranking the 
quality of end-of-life care services in 40 countries,14 
inadequacies in the quality of care for the dying 
persist both in Australia and internationally, 
particularly for those who die in hospital.3,6,15-21 

Ad hoc is very much the way things happen 
because people don’t fit a system or a scheme. 
Some people at end of life come in through 
emergency, and no one knows who they are, 
and other people, palliative care have been here 
for, you know, [they are] known to us over a 
long period of time and there are good systems 
in place for those people. 

Chaplain – public hospital 

It’s a real problem: we deal with quality of life; 
we don’t deal with quality of death. 

General medicine consultant – 
public hospital

To answer your question very directly, you 
asked ‘Do people die well in this hospital?’ 
They absolutely do not. People are allowed to 
linger for far too long, in far too much pain, and 
causing far too much distress to themselves 
and their family and the people who care for 
them … The current situation, to speak frankly, 
is completely unacceptable. 

Intensive care consultant – public hospital
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part a
the current state of play

1.1 a consumer’s experience
A consumer whose mother was deteriorating in 
hospital after a prolonged illness describes her 
experience of trying to advocate for her mother 
to be referred to palliative care. This experience 
illustrates some of the difficulties of navigating the 
acute hospital system.

My mother is wriggling about and she’s 
thrashing in pain and she’s stopped eating. She 
had really not been eating for about a week and 
a bit. My sister is convinced that she’s decided 
to die. She’s not responding, it’s hard to get 
fluids into her. My sister chats to the nurse; she 
says ‘I want to get her into palliative care, out of 
this place. This place has done this to her, we 
want to get her out, give her some comfort.’ 

Along comes this consultant and the team and 
goes ‘Huh! Palliative care? Your mother’s not 
dying! The fact is she has no localised pain, 
she’s a poor witness to pain. So therefore we 
don’t think she’s in pain.’ 

I said, ‘But she is suffering and we want some 
comfort and some relief.’ He said, ‘You have 
every right as a daughter to advocate for your 
mother but I am the consultant and I am the 
link liaison with the palliative care consultant 
and I will decide if she needs it. I am telling you 
she won’t.’

So what I did was I went to the [local 
community] palliative care service and spoke 
to the advisory person and explained the 
situation and asked what to do. She said 
the team should liaise with the palliative care 
service consultant in the hospital. So we were 
in a ‘locked in’ situation. There was absolutely 
no way we could get outside of that structure 
and have an independent view, even though 
the theoretical view was that even if she didn’t 
have death about to imminently happen there 
were maybe some things that palliative care 
could suggest. 

Consumer – focus group interview

1.2  complexity and 
fragmentation

Ensuring that patients who are reaching the end 
of their lives have access to the right care at the 
right time by the right provider is fraught with 
difficulty. Patients who are in the last year of their 
lives may receive input from a great number of 
care providers in a range of care settings, and may 
present repeatedly to such settings. Care providers 
may include doctors, nurses and allied health 
professionals from non-governmental organisations, 
community care services, social services, hospitals, 
hospices and aged care facilities, as well as family 
and other carers. Each different care provider 
is likely to have a different level of training and 
experience in end-of-life care, and a different role 
in supporting the patient. 

Transitions of care within and between services 
are high risk because some of these providers may 
have little understanding of each other’s role and 
rarely communicate directly.3,20 In a recent report on 
the care of the dying in New South Wales, gaps in 
communication between hospitals and paramedics 
were highlighted as a key issue.3 Inconsistent and 
fragmented links within and between services 
and programs can lead to difficulties integrating 
care across the spectrum of community and 
acute healthcare services. The end result of this 
fragmentation is that patients and families may 
have to independently negotiate their way through 
complex systems with unreliable transitions 
between services, in order to access appropriate 
care.22 For example, in a recent Australian academic 
paper studying the experiences of people with 
end-stage chronic obstructive pulmonary disease, 
the authors report that ‘Care was fragmented, 
episodic and reactive,’ and that patients and carers 
struggled to access appropriate services to meet 
their needs.23 

It is often the case that processes of care within 
hospitals are also fragmented. A lack of clarity 
around processes for identifying surrogate 
decision-makers and advanced care plans, 
incomplete or inconsistent documentation, and the 
lack of a consistent approach to terminal care can 
significantly contribute to variations in practice.3
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The issues of siloed care and multiple teams 
being involved in complex patients are the 
same in private, and maybe even more so. 
I mean this is a large hospital, across the 
service, and it primarily grew out of an elective 
surgery base. But now people are much more 
complex and have co-morbidities and you 
know, a whole lot of other stuff going on. And 
the system has struggled to adapt to it.

Director of nursing – large private hospital

Further complexity arises from fragmented funding 
arrangements and legal frameworks.20 For example, 
states and territories have separate laws and 
guidelines governing advance care directives and 
substitute decision makers. The same terms may 
refer to different things in different jurisdictions, and 
the differing legal requirements for advance care 
directives can reduce their transferability between 
jurisdictions.24 It is not certain how significant 
an issue this is, but it may be problematic when 
patients transfer between states or when clinicians 
begin work in a new state. Funding arrangements 
also vary, with different aspects of end-of-life care 
being funded by different governments and via 
different mechanisms. 

Even terms vary. So we have enduring 
guardians for health, rather than enduring 
power of attorneys. In other states, an enduring 
power of attorney is a health one. Here it’s a 
financial one. 

Policy officer – state department of health

1.3 trajectories of decline
Dying is no longer the relatively rapid process that it 
once was. Most people will die with ‘unpredictable 
timing from predictably fatal chronic disease’.25 
As life expectancy increases and people age 
for longer, an increasing number experience a 
prolonged period of disability, frailty and illness as 
they approach the end of their lives.26 Glaser and 
Strauss first described the concept of a ‘trajectory 
of dying’ in the 1960s. This term describes how 
an eventually fatal condition will change a person’s 
health and functional status over the period of time 
leading up to their death.27-28 

The four trajectories of decline that are commonly 
described relate to groups of conditions that are 
eventually fatal (see Figure 1 on page 11). These 
trajectories are: 

1.  Sudden death: unexpected, rapid death 
from causes such as trauma or acute 
myocardial infarction. 

2.  Terminal illness: commonly associated with 
conditions such as cancer, where there is a 
period of relative wellness until the condition 
no longer responds to treatment and quickly 
becomes overwhelming.

3.  Organ failure: chronic organ dysfunction from 
conditions such as congestive heart failure 
results in progressively declining function with 
periodic acute exacerbations of the underlying 
condition. Each exacerbation is potentially fatal 
but prognosis is ambiguous. 

4.  Frailty: a slow but steadily progressive decline 
in function associated with conditions of 
advanced ageing such as frailty, dementia and 
stroke. Death may eventually occur from medical 
complications such as pneumonia. 

1. end-of-life care: what do we know?
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part a
the current state of play
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In their study of United States Medicare patients 
who died, Lunney and her colleagues found that 
in 85% of those who died aged 65 or older, the 
pattern of decline could be classified according to 
the common trajectories associated with terminal 
illness, organ failure or frailty.27 Frailty was the 
single most common trajectory of dying amongst 
this population. Increasingly, the concept of frailty 
is being explored as an independent predictor of 
subsequent death, and tools have been designed 
to assist in its objective scoring.29-30 

In Australia, chronic disease makes up more than 
70% of overall disease burden.20 Ischaemic heart 
diseases and cerebrovascular diseases consistently 
rank as the top two causes of death in Australia, 
followed by dementia and Alzheimer’s disease, 
respiratory system cancers and chronic respiratory 
diseases.31 Death rates from dementia and 
Alzheimer’s disease have increased by 126% over 
the last decade and they are now the third most 
common cause of death in Australia.31 

Palliative care services have traditionally been 
designed around the trajectory of decline 
associated with cancers. In Australia in 2008–09, 
60.1% of all palliative care separations had a 
principle diagnosis of cancer.32 Only one in three of 
the 74,276 people who died as admitted hospital 
inpatients had been palliative care patients at some 
time during their final hospitalisation.32 Management 
of end-of-life care for those who are dying from 
chronic disease and frailty is generally managed by 
community and acute care services, and by aged 
care services such as residential care homes. 

Much of palliative care is actually seen as 
cancer related … you have palliative care 
when you are dying of cancer. I think the 
understanding that some of our 90-year-olds 
should be on a palliative care pathway – and 
should be on a palliative care pathway for 
maybe the last two years of their life, rather 
than the last two weeks of their life – is 
poorly recognised. 

Medical director – large private hospital
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1.4  fear, denial and 
unrealistic expectations

Talking about death and dying is emotive and 
difficult for many people. In some cultures death 
and dying are taboo, and in some religions the 
sanctity of life is paramount and talking about 
concepts such as futility can be inflammatory.17 
Western societies, including Australia, have been 
characterised as ‘death denying’ and curative 
medical treatments are commonly prioritised ahead 
of palliative care and quality of life.20 Clinicians’ 
individual values, beliefs and experiences can also 
affect their behaviours and influence the way that 
they provide care to dying patients. For example, 
one study found that the religious beliefs of doctors 
influenced the way they reported managing 
ethically controversial decisions such as providing 
continuous deep sedation until the point of death.33 

Interview participants suggested that fear and 
denial about facing issues around death and dying 
is common amongst clinicians as well as patients 
and families. This affects the approach of clinicians 
as well as the decision-making of patients and 
families. Many participants referred to fear as being 
a major barrier to talking about dying and planning 
for the end of life.

I feel a lot of doctors are very scared about 
broaching the subject of somebody who is 
actively dying … they are so reluctant to talk to 
the family and say ‘I’m sorry, but they’re dying.’ 
So they go through this whole rigmarole of 
‘Let’s try this, let’s try that’ and the whole time 
it’s just delaying the inevitable, giving them 
false hope.

Nurse – public hospital focus group

I think it’s clinicians’ fear. As my oncologist 
said, ‘We’re here to keep you alive.’ When 
I asked him the question, some years ago, 
‘Look realistically, what’s my time frame?’ 
he didn’t like that question. 

Consumer

If we look at white Anglo-Saxon members of 
our community, we tend to believe that death is 
avoidable, that it’s not going to happen to me. 
We don’t see death as a part of life. 

Policy officer – state government end-of-life 
care working group

Participants also referred to fears held by 
clinicians about complaints or possible litigation 
stemming from involvement in end-of-life care. It 
was perceived that this can result in avoidance of 
dealing with dying patients. 

There is a big fear of liability and accountability 
so it seems some … doctors in particular, just 
won’t get involved. If you didn’t do anything 
in the room you don’t get your name on the 
piece of paper.

Nurse unit manager – public hospital 
focus group

1. end-of-life care: what do we know?
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A number of papers describe how television 
programs hugely inflate the success rates of 
interventions such as cardiopulmonary resuscitation 
(CPR).8,34-35 Television may contribute to patients 
and families developing unrealistic expectations of 
the outcomes of such treatments. Many clinicians 
who participated in consultation interviews talked 
about the need to educate the public about the 
actual outcomes associated with CPR.

I think we need some sort of public education 
campaign challenging those sort of TV dramas 
where people get resuscitated and are back at 
work next week …

Director of nursing – public hospital

There are many occasions where we just end 
up keeping going because a patient or family 
is just steam-rolling ahead. Even when patients 
have written plans they get overturned by these 
really strong families.

Intern – public hospital

It’s just become ridiculous, the expectations. 
And this is one of the issues that we deal with 
on the front lines: just the expectations are 
made up by ER [medical drama] etc. That 
everything works; CPR is great. Or they’ve 
heard about one person, some distant relative 
that survived … So everyone that they know 
should go to the ICU [intensive care unit]. As 
against the 90-year-old person who quite 
possibly wants to die, it’s often been my 
experience they go to the ICU because the 
relatives want them to go to ICU. And people 
just aren’t allowed to die anymore, and die 
comfortably. You can’t die with dignity. 

Doctor, medical grand round – public hospital

It’s the enormous expectation of society that 
we can do miraculous things. All these TV 
programs – they expect CPR to be invariably 
successful when we know one of four or 
five, maximum, survive. But that’s not shown 
anywhere in TV so society’s expectation is 
completely different to realism. 

Intensive care registrar – public hospital

Unrealistic expectations are not limited to patients 
and families. Consultation interview participants 
also talked about the way that some clinicians view 
the death of a patient as a failure.

Death is everyone’s business, it’s our common 
lot. It’s not a medical problem. Dying isn’t a 
failure of medicine: it just is. 

Medical director of palliative care – 
public hospital

Clinicians don’t like talking about that [dying]; 
they’re there to be positive, to keep you alive. 
To a certain extent, I think they see death as a 
failure on their part. 

Consumer

It’s like dying is a failure, and it’s not. I know on 
my campus, they want to rush them over here 
[to the acute hospital] so they are absolved of 
the dying patient. 

Site manager – subacute hospital
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Action to improve end-of-life care can be taken 
in various ways. Despite a lack of high-quality 
evidence, multiple recommendations, position 
statements, quality measures, frameworks and 
strategies have been developed by governmental 
and non-governmental organisations.36 Attempts 
to develop cohesive strategies for improving 
end-of-life care have been the focus of much 
work internationally. Numerous whole-of-system 
programs and specific clinical initiatives have been 
implemented. This section describes different 
examples of Australian and international initiatives.

In Australia, many improvement initiatives have 
targeted specific aspects of end-of-life care and 
there has been a lot of focus on the delivery of 
palliative care. It is difficult to reach conclusions 
about the impact of these initiatives on the safety 
and quality of end-of-life care delivered in acute 
facilities. Palliative care is a major part of end-of-life 
care but does not necessarily incorporate strategies 
such as advance care planning. Also, in acute 
facilities, specialist clinicians may not consider that 
palliative care is part of their remit and therefore 
some of the approaches targeting the delivery 
of palliative care may not be perceived as being 
relevant to their practice. 

2.1  policies, strategies 
and programs

Policies, strategies and programs to address 
different aspects of end-of-life care exist in Australia 
at national, state and territory levels. 

At the national level, the Australian Government 
Department of Health and Ageing has the National 
Palliative Care Strategy13 and the National 
Palliative Care Program37 in place. These aim 
to improve access to, and quality of, palliative 
care. Initiatives within the National Palliative Care 
Program include:

• grants for local community providers of palliative 
care services

• coordination of multi-site drug trials and 
applications for funding through the 
Pharmaceutical Benefits Scheme for 
palliative medications

• research and quality improvement initiatives for 
palliative care services, including the Palliative 
Care Outcomes Collaborative and Palliative Care 
Research Program

• educational programs, including the Palliative 
Care Curriculum for Undergraduates (PCC4U) 
and Respecting Patient Choices Program.

Most states and territories also have policies, 
strategies and programs about different aspects 
of end-of-life care. Some of these are in the form 
of guidelines or care pathways (discussed in the 
following section). Examples of other policies, 
strategies and programs are listed below.

• NSW Health has developed Guidelines for 
end-of-life care and decision-making.38 
These guidelines set out a process for reaching 
decisions about end-of-life care that emphasises 
the importance of communication, negotiation 
and consensus building, particularly when 
patients do not have the capacity to participate 
in decision-making. The draft Advance 
Planning for Quality Care at End of Life 
Strategic and Implementation Framework39 
provides direction for the development of 
a system-wide approach to advance care 
planning. It includes a range of implementation 
actions across the spectrum of aged and 
community care, primary care and acute care. 
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• In Western Australia, the Palliative Care Network 
Advisory Committee oversees a range of 
activities aimed at developing an integrated 
model of palliative care across the state.40 These 
include the development of Rural Palliative 
Care Networks, Metropolitan Palliative 
Care Teams and the Paediatric Palliative 
Care Program. 

• In South Australia the End-of-Life Care 
Decision-Making Project was undertaken in 
response to concerns about inconsistencies in 
practice in relation to resuscitation decisions and 
treatment at the end of life.41 Policy, guideline 
and resuscitation planning documents have 
been developed and are currently out for 
consultation. The Advance Care Directive 
Bill was submitted to the South Australian 
Government in 2012 with a view to replacing 
previous legislation and creating a single form of 
advance care directive in South Australia. 

• Tasmania’s Healthy Dying Initiative is a public 
health promotion strategy which aims to engage 
the community in thinking and talking about 
the kind of care and treatment they would 
want when dying, and supporting those who 
are dying with the provision of appropriate and 
timely care.42 As part of the initiative, resources 
have been developed to support advance care 
planning in the community and identification of 
goals of treatment in acute care. 

2.2 community awareness
Some initiatives are targeted at the general public 
and take the form of campaigns, community 
education, social media or similar processes. In 
Australia, one example of a community awareness 
program linked to end-of-life care is the National 
DonateLife Communications Framework which is 
coordinated by the Organ and Tissue Authority. The 
aim of this education and awareness program is to 
encourage a national, informed conversation about 
organ and tissue donation. Initially, the aim is to get 
all Australian families talking about organ and tissue 
donation, and make their wishes about it known to 
their family, friends and loved ones.43

Other kinds of community awareness initiatives 
have been used internationally. For example, the 
Conversation Project44 is a national campaign in 
the United States established in collaboration with 
the Institute for Healthcare Improvement. It aims to 
help people to talk with their families about what 
their wishes are for the end of life. A kit is provided 
to guide people through having ‘the conversation’ 
with their loved ones. This includes advice and 
prompt questions for getting started, ‘where I 
stand’ scales to help people to figure out what they 
feel about common scenarios encountered at the 
end of life, and tools and templates for recording 
the outcomes of these conversations. There are a 
number of other web sites which support people to 
talk about their wishes at the end of life. Examples 
of these are listed below and overleaf. 

Examples of web sites supporting 
community awareness of advance 
care planning

A number of agencies have developed web sites 
containing information to support the public to talk 
about and plan for the end of life. Some Australian 
examples are listed below. 

Healthy Dying Initiative 
A health promotion initiative developed in Tasmania 
by the Department of Health and Human Services. 
Resources are provided for health professionals 
and the public about advance care planning and 
various aspects of palliative care. 
www.dhhs.tas.gov.au/palliativecare/advance_
care_planning_for_healthy_dying

Planning Ahead Tools 
A New South Wales Government site providing 
information to help the public plan for their future 
health, welfare, financial and medical decision-
making needs. Information about advance care 
planning and enduring guardianship is provided for 
the public and for healthcare providers. 
www.planningaheadtools.com.au 
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Respecting Patient Choices® 
An advance care planning program that provides 
information resources to help consumers to develop 
advance care plans. It was originally developed 
in Victoria and is now funded under the National 
Palliative Care Program and supported by the 
Department of Health and Ageing. 
www.respectingpatientchoices.org.au 

There are also a number of international web sites 
providing information about advance care planning. 
Examples of these are listed below. 

Caring Connections 
The National Hospice and Palliative Care 
Organization is a national consumer and community 
engagement initiative in the United States which 
aims to improve care at the end of life. The web 
site provides resources and support for advance 
care planning as well as information and support 
for people dealing with aspects of death and 
dying such as grief and loss, pain, hospice and 
palliative care. 
www.caringinfo.org

Dying Matters 
A United Kingdom coalition set up by the 
National Council on Palliative Care which 
provides information and resources for advance 
care planning. 
www.dyingmatters.org 

Speak Up 
A site set up by the Canadian Hospice Palliative 
Care Association providing information 
about advance care planning and improving 
end-of-life care. 
www.advancecareplanning.ca 

2.3  training and 
education programs 

A number of training programs have been 
developed to address specific aspects of end-of-life 
care. In Australia, the National Palliative Care 
Program supports the Palliative Care Curriculum 
for Undergraduates (PCC4U) and the Respecting 
Patient Choices program.45 These provide 
training, and information resources to help health 
professionals to improve their knowledge and skills 
about palliative care and advance care planning. 

The Program of Experience in the Palliative 
Approach46 (PEPA) is also funded under the 
National Palliative Care Program and aims to 
increase the skills and confidence of generalist care 
providers to work with patients requiring palliative 
care. Through the PEPA program, generalist 
healthcare workers can access educational 
workshops about the palliative approach, and 
clinical placements in specialist palliative care 
services. Reverse PEPA placements are also 
offered, where a specialist palliative care provider 
is placed in a generalist setting to provide teaching 
and support tailored to the setting. 

Funding is also provided for the CareSearch 
Palliative Care Knowledge Network47 as part of 
the National Palliative Care Program. It provides 
access to a range of resources, information and 
evidence about topics related to palliative care. 
Information is verified for its quality and is organised 
so that it is accessible to consumers, families, 
carers and health professionals. 

Educational resources for consumers have 
been developed by various government and 
non-governmental agencies in Australia. An 
example of a specifically targeted resource is the 
Kidney Stories Toolkit which was developed by 
Kidney Health Australia. This includes flip chart 
educational tools about palliative care which are 
designed for use with Aboriginal and Torres Strait 
Islander patients who are living with life-limiting 
renal disease.48 
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Other educational programs have been developed 
to target particular groups of clinicians, for example 
the Oncotalk® program49 which was developed 
in the United States with funding from the National 
Cancer Institute. This program is designed to help 
oncologists to improve their communication skills. 
Education modules in the program cover topics 
including giving bad news, managing transitions to 
palliative care and talking about advance care plans 
and ‘not for resuscitation’ orders. 

2.4 legislation
In Australia, legislation about issues associated 
with end-of-life care is located at the level of the 
state or territory. There is considerable variation in 
the content and application of these laws. The two 
main areas of end-of-life care covered by legislation 
involve enabling people to nominate a substitute 
decision-maker, and laws governing advance 
care directives.

Currently there are jurisdictional variations in the 
content, structure and application of legislation 
governing advance care directives and health 
guardianship. This variability has an impact on 
a consumer’s ability to transfer their documents 
from one state to another. It also has an impact on 
clinicians as they will need to learn and understand 
the local legislation when they move to work in a 
different state or territory.24 

The National Framework for Advance Care 
Directives24 sets out policy and practice goals 
for advance care directives in the future, in the 
context of current jurisdictional variation of the 
laws and processes governing the documentation 
and interpretation of advance care directives. The 
framework includes a code for ethical practice 
which describes the principles that should guide 
clinical practice. It also includes a set of best 
practice standards which aim to reduce variation 
between jurisdictions and promote consistent 
policy, practice and legislation across Australia.

2.5 standards
There are a number of sets of standards in Australia 
that are relevant for end-of-life care.

The Standards for Providing Quality Palliative 
Care for all Australians (the Palliative Care 
Standards) were first developed in 1994 by 
Palliative Care Australia, the peak national body for 
palliative care in Australia, in conjunction with the 
Australian Government Department of Health and 
Ageing and the palliative care community.50 The 
Palliative Care Standards are designed to support 
quality management and improvement activities 
or benchmarking at a local, state or national level. 
The Palliative Care Standards are voluntary, but 
have been designed to be used in conjunction 
with, or as part of other accreditation standards for 
health services. There are thirteen Palliative Care 
Standards that cover issues including:

• ongoing and comprehensive assessment 
and care planning that is based on the 
uniqueness and holistic needs of the patient, 
carer and family

• coordinating care to minimise the burden on the 
patient, carer and family

• access to information, support and guidance 
about issues such as the role of the primary 
carer and bereavement

• the unique needs of the dying patient, 
maximising their comfort and preserving 
their dignity

• the commitment and orientation of the service to 
provide competent and compassionate palliative 
care that is based on quality improvement, 
research, collaboration and partnerships

• ensuring that there is access to palliative care for 
all people based on clinical needs.
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The National Standards Assessment Program51 
provides tools and resources enabling palliative 
care services to assess themselves against the 
Palliative Care Standards and use the results to 
prioritise and plan quality improvement activities. 
Services submit their findings to the National 
Standards Assessment Program and can undergo 
a peer review validation assessment. The program 
is funded under the National Palliative Care 
Program by the Department of Health and Ageing 
and participation is voluntary. 

The National Safety and Quality Health Service 
Standards52 (NSQHS Standards) were developed 
by the Commission with input from consumers, 
clinicians, health service managers, policy makers, 
technical experts and accrediting agencies. 
The primary aim of the NSQHS Standards is 
to protect the public from harm and improve 
the quality of care provided by health service 
organisations. From January 2013 assessment 
against the NSQHS Standards is mandatory for 
hospitals and day procedure services.

There are ten NSQHS Standards that are broadly 
relevant for the safety and quality of care of all 
patients, including those at the end of their lives. 
In addition, some specific items are included in the 
NSQHS Standards about preparing, receiving and 
documenting advance care plans.

The Accreditation Standards53 for aged care 
services include four standards with multiple 
expected outcomes under each of these. Under 
the Health and Personal Care Standard, palliative 
care is one of 17 expected outcomes. This outcome 
also links to other expected outcomes such as 
the provision of pain relief, specialist nursing care, 
emotional support, privacy and dignity. 

Internationally, the National Institute for Health 
and Clinical Excellence (NICE) in the United 
Kingdom has developed a Quality Standard for 
End-of-life Care for Adults54 as part of the 
national End-of-life Care Strategy.55 The standard 
sets out how high-quality end-of-life care services 
should be organised, and includes 16 statements 
describing high-quality end-of-life care. It defines 
‘end-of-life care’ as that which is provided to adults 
(and to their families and carers) who are likely to 

die within 12 months, including those with incurable 
and life-threatening conditions and those who 
die unexpectedly.

A series of quality markers and measures56 for 
end-of-life care have also been developed under 
the United Kingdom’s End-of-life Care Strategy and 
these are linked to the NICE quality standard for 
end-of-life care. These include markers designed 
to evaluate the quality of care delivered in settings 
ranging from acute care hospitals to primary 
care services. 

In Ireland, the Hospice Friendly Hospitals 
program describes four quality standards for 
end-of-life care in hospitals.57 They present a 
shared vision of what end-of-life care in hospitals 
should look like with a focus on the needs of the 
patient, families, clinical staff, and hospital systems. 
The standards provide an aspirational target and 
stimulus for further work to improve the quality of 
end-of-life care in Irish hospitals. 

2.6 financial incentives
There are some incentive programs related to 
end-of-life care internationally. In England, palliative 
care indicators are included in the Quality and 
Outcomes Framework, which is a voluntary 
incentive program for general practices.58 The 
palliative care indicators included in the Quality and 
Outcomes Framework relate to the existence of 
a practice register of patients in need of palliative 
care, and the occurrence of regular multidisciplinary 
case review meetings where all patients on the 
register are discussed.59 

In British Columbia, Canada, there is a Family 
Practice Incentive Program that includes a 
palliative care incentive. The aim of the incentive is 
to support general practitioners in the planning and 
coordination of end-of-life care for their patients. 
Specific payments are made for the preparation and 
documentation of a palliative care plans, and for 
ongoing telephone and email follow-up.60 
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2.7  guidelines and 
care pathways

Guidelines, care pathways and other similar 
frameworks relevant to end-of-life care are focussed 
on the care and services provided to people 
at the end of their life. A number of influential 
guidelines and care pathways have been developed 
internationally, and are now being used or adapted 
for use in Australia.

The National Gold Standards Framework61 was 
developed in the United Kingdom in 2000 with the 
aim of improving palliative care in primary care 
settings. It provides a systematic approach to 
optimising the care delivered by generalist providers 
for patients nearing the end of life. It is concerned 
with helping people to live well until the end of 
life and includes care in the final years of life for 
people with any end-stage illness in any setting. 
It has now been extended from primary care to 
residential aged care and acute care facilities in the 
United Kingdom. 

In the Gold Standards Framework there is a set 
of three trigger questions to identify patients who 
may be nearing the end of their lives. The answers 
to these questions determine the actions taken in 
different settings. The questions are:62 

1.  the Surprise Question: ‘Would you be surprised 
if this patient were to die in the next few months, 
weeks, days?’

2.  general indicators of decline – deterioration, 
increasing need or choice for no further 
active care

3.  specific clinical indicators related to certain 
conditions (including cancer, organ failure and 
frailty/dementia).

Similar questions are used as part of the AMBER 
care bundle.63 The AMBER Care Bundle was also 
developed in the United Kingdom to improve the 
quality of care for hospitalised adult patients who 
are at risk of dying imminently but are still receiving 
active treatment. Risk identification questions aim 
to identify those who are at risk of dying within 
one or two months. Identified patients who would 
benefit from advance planning are required to then 

have a documented medical plan put in place 
which includes resuscitation status and any other 
limitations of medical treatment. In addition, it is 
required that the plan be discussed and agreed 
with nursing staff, and with the patient and family. 
Daily monitoring and review of the plan is required 
for the duration of the patient’s hospital admission. 

The Liverpool Care Pathway for the dying patient 
(LCP) was originally developed in the United 
Kingdom as a tool for integrating best practices for 
the care of the dying into the acute care setting.64 
It is based on the model of care originally developed 
in the hospice setting and includes physical, 
psychosocial, spiritual and religious aspects of care. 

The LCP has recently been the focus of 
some attention in the United Kingdom and an 
independent review into its use in National Health 
Service (NHS) hospitals was conducted in early 
2013. The review panel found a number of broad 
systems issues that contributed to failures in the 
delivery of end-of-life care, as well as problems  
with the implementation and application of the  
LCP in practice. The review panel report stated that 
‘in the right hands the Liverpool Care Pathway can 
provide a model for good practice’ but considered 
that there were considerable deficiencies in its 
application within the NHS.65 The review panel 
made a number of recommendations calling for 
large scale systemic changes to the way that 
end-of-life care is organised and delivered in NHS 
hospitals. It also recommended that the LCP be 
replaced by individualised end-of-life care plans.

Examples of guidelines and pathways developed  
in Australia include the following:

• The Residential Aged Care End-of-Life Care 
Pathway was based on the Liverpool Care 
Pathway and developed in Queensland.  
It aims to reduce transfers to hospital and  
enable residents of aged care homes to die 
comfortably in the familiar surroundings of  
their usual place of care. 
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• In Tasmania a series of Care Management 
Guidelines and Consumer Factsheets about 
aspects of palliative care have been developed 
with funding through the Australian Government 
Local Palliative Care Grants Program.

• The Western Australia Cancer and Palliative 
Care Network has developed the WA Palliative 
Care Resource Kit to support the delivery of 
palliative care and the implementation of the 
WA Liverpool Care Pathway. 

2.8  monitoring and reporting 
on outcomes

At this stage there is a lack of coordinated 
monitoring or reporting on processes and 
outcomes associated with the safety and quality 
of end-of-life care in Australia, particularly when 
this care is provided outside of specialist palliative 
care services. Palliative care service providers 
can voluntarily join the Palliative Care Outcomes 
Collaboration66 which was funded as part of the 
National Palliative Care Program. This enables 
palliative care service providers to benchmark and 
measure some of the outcomes of palliative care 
against the Standards for Providing Palliative Care 
for all Australians. 

In England, the Department of Health has 
developed a series of quality markers that align 
with their end-of-life care strategy. Included in 
this set are quality markers for use by different 
providers, for example, acute hospitals, primary 
care services and specialist palliative care services. 
The quality markers are not mandatory. An online 
self-assessment tool called the End of Life Care 
Quality Assessment Tool67 was developed for 
a range of providers to measure their progress 
against 42 core specifications across the 16 
quality statements in the NICE Quality Standard 
for End of Life Care. It includes both process and 
outcome measures and organisations can access 
benchmarking reports as well as reports on 
internal progress. 

As a metric for measuring progress, the Atlas of 
Clinical Variation produced by the National Health 
Service includes the percentage of all deaths that 
occur at a person’s usual place of residence as a 
clinical indicator.68 

As well as these processes for national data 
collection and reporting, information about 
problems with end-of-life care can come from 
structured audit processes. For example a national 
audit of end-of-life care in hospitals in Ireland 
showed that care was frequently poorly planned 
and coordinated.16 On the basis of the results of 
this audit four quality standards for end-of-life 
care in hospitals were developed that formed the 
basis of a new Hospice Friendly Hospitals program 
in Ireland.69 

2.9 e-health
With the increase in initiatives to improve health and 
health care through electronic and technological 
means, there is now also potential to improve 
end-of-life care in this way.

In Australia, it is now possible to include the details 
of the custodian of any advance care directive in 
the Personally Controlled Electronic Health Record 
(PCEHR).70 New Australian Government funding has 
recently been announced to enable the storage of 
advance directives in the PCEHR.71

In Scotland, an electronic palliative care summary 
has been developed that enables better 
coordination of care between service providers 
through improved communication.72 Patient 
information is available to both regular day-time care 
providers and out-of-hours care providers such as 
emergency departments. Information from general 
practitioners can be updated and automatically sent 
to out-of-hours care providers. Anticipatory care 
plans can be developed which may include:

• medical diagnoses as agreed between GP 
and patient

• patient and carer understanding of diagnosis 
and prognosis

• patient wishes on preferred place of care and 
resuscitation status

• information on medication and equipment.
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In this section, evidence from the 

literature and from the preliminary 

consultation interviews is used to 

illustrate common issues faced by those 

responsible for delivering end-of-life care 

in practice. These include talking with 

patients about the end of life, recognising 

when end-of-life care should begin 

and diagnosing dying, the impact of 

hospital systems and processes, training, 

and specific issues related to providing 

end-of-life care in rural and remote 

areas and for Aboriginal and Torres Strait 

Islander peoples.



3. communication: having ‘the conversation’

Clinician participants in the preliminary consultation 
interviews frequently referred to having ‘the 
conversation’. This appeared to be a term that 
could cover any discussion with a patient that 
involved talking about end-of-life care, for example, 
talking about limitations on medical treatment or 
poor prognoses. A range of participants talked 
about the impact of the way in which conversations 
about end-of-life care are managed on patient and 
family decision-making. 

I think one of the other things is the way 
you do the discussion itself. I’ve found it 
very interesting talking to families, who have 
[had] a junior registrar come through, do the 
discussion, and there’s a family who is for 
everything, and when I explain what everything 
is, they go ‘Oh, Christ, I don’t want that.’ 

Doctor, medical grand round – public hospital

It comes back to communication. Medical or 
nursing staff might have kind of thought that 
they’ve told the person something and it’s not 
till later that it becomes clear that the patient 
doesn’t understand they’re dying. 

Nurse manager – regional palliative 
care network 

‘We are not going to do something for your 
loved one’ is not a good way to approach 
it. A much better way is to say, ‘we believe 
your loved one is in the end stage of their 
illness; what we want to do is provide the best 
appropriate care …’ 

Senior medical officer – remote hospital

The thing that impresses me is always just 
how easy these conversations are when I’m a 
general physician and how hard they are when 
I come in with my intensive care hat on three 
days later. I’d normally have the conversation 
in ED [emergency department] with the 
85-year-old who comes in with pneumonia 
and say, ‘Look, you know, you’ll probably be 
better after a few days but pneumonia is a 
pretty serious illness, particularly at your age 
with other problems, and not everyone lives. 
Sometimes the treatment doesn’t work.’ That 
takes about two minutes and they go ‘Jeeze, 
I’m 85 doc, I understand there’s a limit to what 
you can do.’ But if you’re meeting the family 
three days later with a completely different set 
of expectations post MET [medical emergency 
team] call, it’s a real struggle sometimes. 

Intensive care / general medicine 
consultant – large private hospital
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Knowing when to make the shift from curative 
treatment to planning for the end of life, and 
providing terminal care, can be an uncertain 
business. With increased longevity and the ability 
to treat diseases that were once quickly and 
universally fatal, the majority of people now die 
after long periods of living with, and being treated 
for, complex health conditions. Such conditions 
cause varying rates and levels of decline in function 
and frequently make prognosis difficult.27-28,73 There 
is little evidence to guide clinicians through the 
process of deciding when patients should transition 
from active treatment to palliative care.74 A range 
of consultation participants discussed the problem 
of timely recognition of when active treatment is no 
longer appropriate.

We see a lot of over-treatment and we get 
a lot of very late referrals … We get called 
in sometimes within the final hours, or less 
than an hour, before someone will actually 
pass away. 

Palliative care nurse – public hospital

Some bosses are very proactive with 
withdrawing treatment, comfort measures type 
thing and others are, like, ‘People must have 
a 24 hour trial of antibiotics before they die, 
regardless of what they want …’ So it’s sort of 
a bit … arbitrary.

Medical registrar – public hospital

Normally once that decision is made, the actual 
passing is good; it’s getting that decision made 
and having everyone on the same page. Once 
that is done, at least on our ward, the actual 
care is good. 

Nurse unit manager – public hospital 
focus group

People don’t even recognise that somebody’s 
dying, let alone that they have to have a 
conversation with them. When you look at the 
stuff that comes out of the recognising and 
responding to the deteriorating patient work, 
you realise that nobody even gives a thought 
to the conversation because they didn’t even 
recognise that this person was approaching 
the end of their life. That’s, if there’s a place, 
a fulcrum where the errors start to occur, 
it’s there. 

National manager of palliative care – 
private hospital network

Sometimes patients know they are dying and 
just hope someone actually mentions it at 
some point. 

Chaplain – public hospital

Patients may have multiple conditions and 
multiple specialists involved in their care. This 
can complicate prognosis further as what is 
treatable as a single problem may be life-limiting 
in combination with other diagnoses. Additionally, 
poor communication between different care 
providers can compromise holistic assessment of 
the need for end-of-life care.8 

It happened to me two months ago: my 
mother died. She got bumped around from 
one specialist to another for a year and I went 
along with it because I was too close to be her 
doctor. I just watched her and they said ‘Oh she 
needs this and she needs that,’ so she spent 
nine months of the last 12 in acute hospitals at 
$1000 per day. And my mother took enormous 
resources for no outcomes. 

Intensive care consultant – public hospital
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There is a fundamental mismatch between the 
goals of acute care (curative treatment) and 
the delivery of safe and high-quality end-of-life 
care.22,36 What Ken Hillman describes as the 
‘conveyor belt to intensive care’75 means that it is 
not uncommon for people to be actively treated, 
often with inappropriate interventions such as 
cardiopulmonary resuscitation, intubation and 
intensive care, right up until the point of death.36,76-77 
There are many systemic issues in hospitals that 
can make it difficult to halt the conveyer belt and 
reassess what is right and appropriate for a patient 
who may be dying. These issues include: 

• a prevailing focus on rapid investigation, 
diagnosis, treatment and cure with systems 
designed around the delivery of specialist care 
rather than around the needs of patients

• specialist teams who focus on the treatment of 
a single organ or group of diseases, sometimes 
in the absence of holistic assessment or clear 
definition of who holds primary responsibility for 
the patient’s care

• a preponderance of junior staff with little training 
or experience in recognising dying or managing 
end-of-life care and limited or delayed access 
to expert decision makers who can recognise 
dying and implement an appropriate plan of care

• the growing role of METs in decision making 
about end-of-life care for patients in hospital

• suboptimal communication between healthcare 
teams and with the patient and family 

• uncertainty of prognosis and failures to 
proactively plan for episodes of patient 
deterioration

• poor coordination and communication 
with community care providers such as 
general practitioners. 

A number of doctors who participated in 
consultation interviews reported that it is generally 
much easier to continue active treatment rather 
than make a decision to stop. 

So the reality is, and I’ve felt it myself, you’re 
on the ward, you’re busy, you’ve got lots of 
patients to see and someone’s acutely unwell 
and they look like they’re dying. And you don’t 
know whether they’re dying because that’s 
okay or whether they’re dying and it should be 
something you want to prevent. 

There’s an enormous amount of resource 
tagged to MET systems, access to Intensive 
Care Units (ICU) and support of failing 
physiology and you can get access to it any 
time, 24/7, 365 days a year at no more than five 
minutes’ lead time. Mostly no questions asked 
because the default position is to preserve life. 
Whereas the resource and time required, if I’m 
a physician on the ward, to palliate someone is 
enormous. I’d have to pack up what I’m doing, 
come into the hospital and have a conversation 
that might take an hour and a half or two and a 
half hours out of my day. 

Intensive care / general medicine 
consultant – large private hospital

It is much easier to continue to treat patients 
with all the stops out than to make a decision. 
It just is. This is the way we are taught: to do 
all we can. To admit our failings, if they are our 
failings, which they’re not, is often difficult. But 
I can tell you it is much easier to just keep on 
trying, and that is wrong. 

General surgeon – public hospital
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I think that is one of our troubles in the acute 
tertiary hospital: you have everything available 
so you absolutely have to make a decision 
that you are not going to do this. It is so much 
easier to default that you will do it. 

Doctor – public hospital focus group

One participant also discussed the difficulties of 
de-escalating care when it is already in progress. 

I had a recent incident of a woman, a nursing 
home resident who had an advance palliative 
care thing documented in the notes and 
deteriorates, and an agency nurse decides 
to call an ambulance and they’re brought to 
hospital and they get onto the conveyor belt 
and treatment is initiated. And, you know, it’s 
almost criminal. And the next morning I’ve got 
to unravel, or put the toothpaste back in the 
tube, and just de-escalate and send the patient 
back … but you look a bit brutal …

General medicine consultant – 
public hospital

5.1  the influence of 
medical specialisation

During the consultation interviews, there was 
frequent discussion of the focus of specialist 
clinicians on the organ or disease group of their 
specialty, with the suggestion that this can come at 
the cost of holistic assessment and management 
of end-of-life care needs. Many of those who raised 
this as an issue went to some lengths to express 
that this was an inevitability of specialisation rather 
than a criticism of the specialists involved. 

Almost every patient coming into hospital 
now has got type 2 diabetes, hypertension, 
high cholesterol, previous TIAs [transient 
ischaemic attacks], ischaemic heart disease, 
osteoporosis, history of falls, and those things 
don’t add up to a specialist model. [End-of-life 
care] will never become part of the core 
business for the specialists; they’re so good 
at their area. I’m not being critical of them but 
it will never be part of their core business. 
They’re so busy, their conferences, their text 
books, their journals, are not about dying … 
to change that, it’s like turning around a liner – 
it’d take years. 

Intensive care consultant – public hospital

Somebody has to take ownership … You can 
be looked after by committee and nobody 
actually wants to tackle the hard bits. 

Medical director – large private hospital

The majority [of consultants] are interventionists 
and they’re into saving lives and thinking 
‘What can I do?’ I don’t think they step away 
easily and say ‘We’ve done what we can for 
this patient; how can we help their journey to 
the end?’ 

Nurse – public hospital focus group
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The more specialised it gets, the more 
people retreat from that interpersonal 
communications stuff … 

Health Care Complaints Commissioner

The culture and training of different clinician craft 
groups can also have an impact on the way that 
dying patients are managed.33,78 In an ethnographic 
observational study conducted in three ICUs in the 
US and New Zealand, it was found that there were 
significant differences in the way that end-of-life 
care was approached in a closed, intensivist-led 
ICU compared to an open, surgeon-led ICU.78 
Factors heavily influencing the intensivists’ decision-
making were the management of scarce resources 
and the patients’ quality of life. In contrast, the 
primary goal of surgeons was to ‘defeat death’ at 
all costs. The researchers suggested that when 
the death of a patient is seen as a personal failure, 
there is a resulting unwillingness to accept that 
a patient may be dying and to stop consequent 
prolongation of inappropriate and futile intervention. 

On the ward we have some specialist teams – 
like the liver transplant team and the surgical 
teams – who really don’t see what the likely 
outcome is going to be for their patients. 
It’s like they’ve done the operation, maybe 
inappropriately because the patient was so sick 
even beforehand, but afterwards it’s like we 
have to do everything because we’ve done the 
operation. They sort of can’t stop even if the 
patient is really sick and in pain, because they 
have so much invested. 

Intensive care registrar – public hospital

5.2  escalating care as a junior 
clinician: navigating the 
medical hierarchy

In the literature about recognising and responding 
to patients who deteriorate in hospital, the failure 
of junior staff to seek advice from senior clinicians 
is frequently cited as a major contributing factor to 
suboptimal care.79-81 In the delivery of end-of-life 
care, failures to ask for expert help may contribute 
to delayed recognition of dying and consequent 
failure to provide optimal terminal care. 

A range of participants reported some general 
issues with the availability of treating consultants 
in regard to escalating care for patients who 
deteriorate, with particular difficulties relating to 
decision-making for those whose patients may be 
reaching the end of their lives.

They’re just not present. From a surgical 
perspective, they’re just not here. We’re a 
surgical ward that would average a MET call 
per day and we run on an intern who just can’t 
do it. So we treat, treat, treat to the point that 
we, God, you’d laugh at this, we’re giving them 
antibiotics, fluids and feeds and they’re on a 
morphine and midaz [midazolam] infusion. 
What the hell is that? 

Nurse unit manager – public hospital

These escalation protocols involve the 
consultant who’s never in the unit and has no 
idea who is an inpatient. 

Intern – public hospital

One participant pointed out that the result of 
the lack of senior oversight is that junior doctors 
become responsible for clinical decision-making.
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It’s often the junior doctors who are making 
the decisions about ‘Do we start this, do 
we chart that, do we stop this’. Our core 
decision-makers are that resident and registrar 
level … But if you’ve got a population of 
residents and registrars that are uncomfortable 
with those discussions and the clinical acumen 
of recognising dying then, unfortunately, 
you can go down that conventional active 
management path that may not provide the 
best thing for a patient. 

Chief medical officer – public hospital

The perception of some participants is that failures 
to escalate care to consultant level are not always 
caused by a lack of availability but because junior 
doctors are afraid to call their seniors. 

This is a big issue, escalation of decision-
making … The problem, I think, with escalation 
of decision-making, is with the junior staff. They 
are frightened to contact their seniors; they 
don’t want to be judged as having failed. 

General surgeon – public hospital

Sometimes I just don’t know if the consultants 
are aware. You know, the registrars have this 
hard and fast thing; it’s Tuesday and I have 
to keep them going till the consultant visits 
on Thursday. They quite often don’t want to 
ring them.

Nurse unit manager – public hospital

That’s when you should be calling: when you 
don’t know. They [junior staff] don’t want to be 
made to feel incompetent; they don’t want to 
be shouted at down the phone at two o’clock 
in the morning. These things happen, but you 
know, so what? You’ve got a sick patient there. 

Clinical director of surgery – public hospital

Nobody gets cross if you call a MET call so it’s 
easier than calling a consultant who might. 

Chief executive officer / physician – 
public hospital

5.3  dying and the medical 
emergency team

In the course of dying in an acute care hospital, 
a patient’s vital signs inevitably deteriorate. As 
their vital signs deteriorate, calls to the medical 
emergency team (MET) are triggered. Recent 
studies suggest it is common for clinicians from 
the MET to diagnose and manage dying patients in 
hospitals.6-7 It has been found that approximately 
30% of the work of MET clinicians involves dealing 
with issues related to end-of-life care, and that a 
new limitation on medical treatment was instituted 
by the MET in approximately 10% of MET calls.7,82 

Escalation of care to the rapid response team 
is not always appropriate for patients who are 
approaching the end of life. The MET may be 
called to see a terminally unwell patient after hours, 
with an urgent need to make a decision about the 
appropriateness of medical interventions, and with 
limited knowledge of the patient’s circumstances. 
A range of potential issues may result, including: 

• limited capacity for patients with significant 
deterioration to express their wishes for 
treatment and contribute to the plan of care7

• inadequate time for ensuring that care is 
coordinated and communication with patients 
and families is of a high standard7

• increased stress for families and carers and the 
potential for conflict resulting from inadequate 
communication36

• futile and inappropriate interventions which may 
increase suffering (for example, cardiopulmonary 
resuscitation, intubation and ventilation)7 

• incorrect decision-making from the MET 
regarding the withholding of care7

• moral distress for clinicians involved in providing 
futile or inappropriate care.83-84
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A common theme emerging from consultation 
interviews was the use of the MET or intensive 
care clinicians to provide an authoritative second 
opinion, particularly in regard to diagnosis of dying 
and subsequent decision-making about limitations 
of medical treatment. 

It’s a different level of opinion and confidence 
that you get with the MET. 

Nurse unit manager – public hospital

Recently I was looking after a 90-year-old 
person who was dying and the family were 
kicking up a fuss so I got ICU involved. 

General medical consultant – public hospital

Probably a quarter to a third of METs are not 
medical emergencies – they are deteriorations 
that are expected and we get called to tell them 
that patients are dying. 

Intensive care registrar on the MET – 
public hospital

Often there are doctors there and they 
sometimes know they need to [stop] but they 
don’t have the power. They’re present, but they 
need the ICU team to make the decision so 
they can go to their consultant and say ‘Well 
ICU have said we should stop.’

Intensive care liaison nurse – public hospital

Participants also reported that the MET is frequently 
called to institute comfort measures for dying 
people, with a number of participants suggesting 
that nurses will often call the MET when they 
perceive that the treating team has not put in place 
an appropriate plan for end-of-life care. 

If a patient is deteriorating and the nurses 
don’t have a plan – they hate a bad death – 
they’ll call a MET so they can make dying a 
comfortable experience. They want a solution 
to the problem that they’re having: a bit of 
morphine or a dose of midazolam to make 
things go easier. 

Nurse unit manager – public hospital

If you’ve been designated not for resuscitation 
but you get a MET call at that time, most of 
the interventions you need are around things 
like managing your respiratory secretions or 
your airway in some way. They are really quality 
care/comfort care kind of measures – you’re 
not actually trying to save a life. 

General medicine consultant – 
public hospital

When we go to METs now the nurses will 
look at me and say ‘I’ve been asking for days 
and nothing has happened.’ So it’s actually 
to relieve their frustration … A nurse gets very 
upset when the [treating team] won’t write the 
NFR [not for resuscitation] up and she has to 
call a MET call to get assistance. 

Resuscitation nurse – large private hospital
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Junior medical staff discussed their lack of 
preparedness for managing the symptoms of dying. 
They perceived the MET as a skilled and readily 
available resource.

From an intern’s perspective it’s … the 
practicalities of dealing with a dying patient: 
the ‘Oh my God this patient’s in terrible pain, 
they’re in great respiratory distress: what do 
I do?’ And that’s why the MET gets called, 
I think. It’s ‘I don’t know what to do and this 
person looks really uncomfortable and I need 
help.’ I don’t think we get taught very well 
what to do when they’re in terrible pain or have 
terrible secretions. 

Intern – public hospital

Perhaps the MET is not the right thing for that, 
but they’re the thing we have available and 
they’re really good at it. 

Intern – public hospital

In contrast to the perspective of many junior ward 
clinicians, a number of MET clinicians raised 
concerns about whether they have the appropriate 
skills to manage end-of-life care. 

We’ve got a team that is designed and trained 
to prolong life at all costs, which is in direct 
competition with what you should probably 
be doing with these patients. I mean all of the 
interventions that we’re designed to deliver in 
a MET team aren’t in the list of the 20 things 
you should have before you die … It’s my belief 
that people are dying a poor quality death after 
MET call. That’s what I would articulate as 
the problem.

Intensive care / general medicine 
consultant – large private hospital

Concerns were also raised about MET calls being 
made because of protocol, even when this was 
perceived as being inappropriate in the case of 
patients who are dying. 

When they arrest and die we get called for 
the drop in Glasgow Coma Score … and you 
say ‘This person is not for CPR’ and the nurse 
by the bedside says ‘Yes, but they are still for 
MET calls.’ OK, but they are now dead – what 
do you want us to do? Now that is clearly an 
education thing as well, but in their minds 
they’ve read the order that says I still need to 
call MET if something happens. And I would 
have gone to more than 10 of these in the last 
year. 

MET nurse – public hospital

The nurses have to follow protocols and make 
MET calls even when it’s clear to us that 
patients are dying.

Medical ward nurse – public hospital

MET members discussed the diversion of time and 
resources that are required to manage end-of-life 
care issues.

The MET, or the rapid response team, has 
effectively turned into the end-of-life team … it’s 
a massive distraction and it’s also a subversion 
of the original intent and role for rapid response. 
It’s a big drain on the resource of our single 
rapid response team having to be trawling 
round the hospital sorting these things out at 
three in the morning when we have difficulty 
getting hold of our medical colleagues for 
consensus or families for notifications. 

Intensive care consultant – public hospital
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If my registrar spends the time sorting it out 
on the ward, that’s an hour of their time and 
they’re abandoning the other 12 patients [in 
the unit]. So they’re actually better off retrieving 
them to ICU, wasting a day of ICU and solving it 
in the unit because there we have control of the 
patient. So although it’s ridiculous, I’m taking 
patients in order to palliate them because 
there is no way I can facilitate that on the ward. 
It’s not really a sensible use of ICU but it’s a 
sensible use of the resources I’ve got, if that 
makes sense. 

Intensive care consultant – 
large private hospital

One participant discussed the negative 
consequences for patients and families that 
can result from the practice of bringing dying 
patients to the ICU in order to manage their care 
more efficiently.

The amount of times our consultants just  
say, ‘We’re spending way too much time  
on outreach with this patient, just bring them  
to ICU so we can do end-of-life care here.’  
I remember getting very upset about that one 
day. The patients have been up there [on the 
ward] for ages, the family knows the nurses, 
and then they come into this ICU environment 
which can be very scary. Everything beeps, its 
white and fluoro lights everywhere, there are 
visitor restrictions … I don’t think it’s necessarily 
the best thing but I can see why it happens 
when we’re spending all these resources trying 
to manage things remotely.

Intensive care liaison nurse – public hospital

5.4  the role of specialist 
palliative care

Palliative care teams have specialist skills in 
communication and decision-making support, 
symptom control, psychosocial care and 
coordination of care for patients living with 
eventually fatal diseases.85 There is evidence 
that access to specialist palliative care services 
can improve the quality of life experienced 
by patients at the end of life86 and may even 
contribute to extending life for some groups of 
patients.87 However, the hospice and palliative 
care movements of the 1960s and 1970s have 
traditionally focussed on the care of patients with 
cancer88, and patients who are dying from other 
causes are less likely to have specialist palliative 
care providers involved in their care.19,86 Interview 
participants discussed problems with accessing 
help from specialist palliative care teams in the 
acute hospital setting. 

The palliative care CNCs [clinical nurse 
consultants] are absolutely amazing but you 
need the OK to involve those guys. You know, 
they’re really good when they’re involved but 
the team has to approve the referral. With the 
surgical patients it can be a real battle to get 
them involved. 

Nurse unit manager – public hospital

[Palliative care] aren’t available 24 hours a 
day; they’re Monday to Friday, nine to five. The 
person you get out of hours is the med reg. 

Medical registrar – public hospital
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It has been reported that there is considerable 
uncertainty amongst acute care clinicians about 
when referrals to specialist palliative care should be 
made.73,85-86,89 Interview participants also raised the 
issue of palliative care having become a specialty 
silo itself, partly because of its historical focus on 
patients with cancer, and partly because those 
outside the specialty may not clearly understand its 
role. A lack of consistent referral criteria was seen 
as problematic.

Previously I [have] called palliative care and they 
say ‘Are there any symptom issues?’ I think 
we need to look at the palliative care referral 
system. Do they choose and select which 
patients …? We have difficulty getting the sense 
of when to get palliative care involved.

Doctor, medical grand round – 
public hospital

It was also suggested that making referrals to 
palliative care can be more difficult than making 
referrals to other specialties because of the 
perception that a referral to palliative care is 
synonymous with approaching death.

If a person comes in with chest pain and 
its cardiac, in many hospitals they will 
automatically refer them to cardiology. Whereas 
getting that referral to palliative care requires 
the consent of the patient if they are able, 
and the family, so there is much more to be 
negotiated. The patients or families will say 
‘No, I’m not ready’ and that partly reflects the 
skills of the conversation … the home teams 
are unaware or feel uncomfortable having 
those conversations. There is a meaning 
with this referral that the other referrals don’t 
necessarily have. 

Palliative care consultant – public hospital 

Palliative care and the concept of palliative 
care and dying, touch at the core of people’s 
emotions in a way that no other clinical area 
does. So the influence on referring is often very 
much how the particular physician or surgeon 
feels … There are a lot of inherent values that 
influence referrals to palliative care. 

Palliative care nurse – public hospital

Participants with specialist palliative care 
experience were very clear that there are resource 
limitations that restrict their ability to provide care 
for all dying patients. Many stressed the importance 
of growing the ability of all healthcare providers 
to provide end-of-life care given that dying is a 
universal experience. 

Sometimes I feel like individual patients miss 
out on the expertise I’ve got to offer because 
I am trying to do things at a broader level so 
that everybody gets more than what they were 
getting before … It is very difficult and a huge 
ethical dilemma for us because of resourcing. 

Palliative care consultant – public hospital

I don’t want to do all the palliative care in the 
hospital: I can’t! Cardiologists don’t do all the 
heart problems in the hospital. I’m a specialist 
and I need to do the difficult ones, which 
means that all our general units should be 
capable of doing a bit of end-of-life care just 
like I can do a bit of cardiology. 

Palliative care consultant – public hospital

I think we have to build capacity and capability 
for good death to happen anywhere that it 
is. Ideally a specialist [palliative care] unit is 
there to build capacity and care for the very 
most complex.

Director of nursing – large private hospital
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5.5 the role of nurses
Although there is little evidence in the literature to 
support the view that nurses are any more able to 
recognise dying than their medical colleagues,90 a 
number of participants suggested that experienced 
nurses are skilled in recognising when patients 
are dying.

We found that if it came to deciding who was 
really sick and likely to die, there was only 
one small group of people in the hospital who 
knew who they were, and they were the nurse 
unit managers or the in-charge nurses on 
various wards. You could go to them and get a 
completely reliable view as to what was going 
to happen. 

Intensive care consultant – public hospital

The concept of moral distress is defined as arising 
from situations where ‘one knows the right thing 
to do, but institutional constraints make it nearly 
impossible to pursue the right course of action’.91 
There is a great deal of literature exploring moral 
distress amongst nurses, particularly in relation  
to end-of-life care.83,92-93 One of the main reasons 
for moral distress to occur in relation to end-of-life 
care is when nurses are participating in the 
provision of care that they perceive as being futile 
and prolonging the suffering of a patient and they 
feel unable to influence the treatment plan.84,93-94 
Many participants discussed the difficulties that 
nurses may experience in advocating for patients  
at the end of life, and the distress that occurs after 
a ‘bad’ death. 

You can advocate till you’re blue in the face, 
often, and the medical staff may or may 
not listen. 

Nurse – public hospital focus group

The consultants aren’t the ones with the patients 
day-to-day; they’re not the ones talking to the 
nurses and the family every day. I disagree that 
senior nurses can’t diagnose dying: why should 
a nurse with 20 years of experience defer to 
an intern who is three months old? I’ve spent a 
medical lifetime asking senior nurses what they 
think we should do. I think if everyone on the 
ground thinks the patient is dying, the consultant 
doesn’t have a right to say no. 

Palliative care consultant – public hospital

We have a real divide between nursing and 
medical here. The experience is with the nurses 
but the disempowerment is staggering. 

General medicine consultant – 
public hospital

Nurses constantly struggle to get adequate 
management of symptoms for someone at the 
end of life. 

General medicine consultant – 
public hospital

Nurses are with the patient every day, talking to 
the families and patients, seeing the suffering. 

Intensive care liaison nurse 

A ‘bad death’ is the worst thing to manage. 
Nobody is more distressed than ward nurses 
and junior doctors if it has been an horrifically 
slow, bad death.

Nurse unit manager – public hospital
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Identifying the wishes of patients and avoiding 
unwanted or inappropriate medical treatments 
are important components of delivering safe and 
high-quality end-of-life care. Some people may 
document advance care directives or plans well 
before the diagnosis of a life-limiting condition while 
others may require consideration of limiting medical 
treatment at the point of admission to hospital or 
after a critical deterioration in their health. In this 
section, issues relating to advance care directives, 
advance care planning and cardiopulmonary 
resuscitation are discussed. 

6.1 advance care directives
Advance care directives are documents with legal 
status which outline the wishes of patients for 
their future care. The Australian Health Ministers 
Advisory Council endorsed a National Framework 
for Advance Care Directives in 2011.24 This 
framework describes the goals with which policy 
and practice should aim to align, with the objective 
of improving uptake, transferability, recognition 
and implementation of advance care directives. 
However, variations remain in the state and territory 
laws which currently govern the documentation of 
advance care directives. The legal terminology used 
to describe common concepts also varies. 

Every single state has different sorts of 
advance care directives. There are issues 
with transferability. 

Policy officer – state department of health

There is continued debate about the efficacy of 
advance directives as a strategy for improving 
care at the end of life.95-96 The prevalence of 
formally-documented advance care directives 
is very low97-99 and even when they have been 
documented there are problems in applying them. 
These problems include difficulties in accessing 
documents at the critical time and difficulties 
interpreting legally binding advance care directives 
in unpredictable and uncertain circumstances.24,99

Clinician participants in consultation interviews 
generally believed that advance care directives 
are less than useful as tools to guide their clinical 
decision-making. 

Personally I think advance directives are 
worthless. They’re not worth the paper they’re 
written on. Because most advance directives 
I’ve seen say completely meaningless or 
nebulous terms like ‘I don’t want extraordinary 
measures.’ Now what does ‘extraordinary’ 
mean? I mean, extraordinary to the cardiac 
surgeon with the enthusiastic scalpel is very 
different to extraordinary for a rural GP…

Intensive care consultant – public hospital

It has to be a meaningful document. We’ve 
found advance health directives that were really 
quite useless in light of a patient’s disease 
that they actually had. A lot of people focus on 
completing the document as an outcome rather 
than understanding that the process of talking 
about it is more important. 

Social worker – regional palliative 
care network



safety and quality of end-of-life care in acute hospitals – a background paper34

6.  planning ahead and limiting 
medical treatment

6.2  advance care plans 
and limitations on 
medical treatment

Advance care planning is a process where patients 
are assisted to identify and express their goals of 
care but may not necessarily document a formal 
advance care directive. Ideally, advance care 
planning is an iterative process that occurs over 
time in a series of conversations between a patient 
and their doctors, family and other carers. In some 
cases, when patients are given little warning of 
impending death, advance care planning may need 
to occur on, or during, admission to hospital.36 
This usually involves making decisions about any 
limitations on the medical treatments that will 
be offered for patients who are approaching the 
end of life. 

For example, in a patient with end stage dementia 
who can no longer feed themselves, insertion 
of a percutaneously inserted feeding tube may 
not be appropriate, or for someone with terminal 
cancer or extensive cardiac disease attempting 
resuscitation in the event of cardiac arrest may not 
be appropriate. 

Although consultation participants agreed that the 
process of undertaking advance care planning was 
useful when done properly, it appears that advance 
care planning remains the exception rather than 
the rule.36,100 

For example, in one study of Australian cancer 
patients, only 27% had a plan outlining goals 
of care and limitations of medical treatment 
documented prior to the 48 hours before death.77 
In an Australian study of 15 patients living with 
end-stage chronic obstructive pulmonary disease, 
discussions about future wishes and advance 
care planning were absent.23 A recent Canadian 
study100 found that while many hospitalised elderly 
patients had discussed end-of-life preferences with 

family members, only half of these patients had 
had a discussion with a member of the healthcare 
team. Of note, even when discussion with a health 
professional had occurred, agreement between 
patients’ expressed preferences for end-of-life 
care and what was documented in the medical 
record was found in only one-third of cases. In a 
recent report from the National Confidential Enquiry 
into Patient Outcome and Death (NCEPOD) in 
the United Kingdom, there were also consistent 
failures to formulate appropriate plans at admission 
to hospital for patients who went on to suffer 
cardiorespiratory arrest.15

Where it falls down is that I’m on overnight, 
I’m covering 25 different units, I’m admitting 
patients on the request of a registrar who’s 
at home and is going to be looking after the 
patient – I’m not the person who’s going to be 
looking after the patient and I don’t feel like I’m 
the appropriate person to talk to them about 
what they want.

Intern – public hospital

Junior doctors who participated in consultation 
interviews talked about being reluctant to enter into 
discussions about limiting care or offering palliation 
when they are uncertain if their seniors will be in 
agreement that this is appropriate. 

My greatest fear when I go into having 
discussions with patients who I may not know 
very well, or big bosses I don’t know very 
well, is whether the boss is going to support 
me after I have convinced the family that this 
patient should be made to feel comfortable and 
let nature take its course. 

Medical registrar – public hospital
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issues in practice

During the consultation interviews and focus groups 
there was a great deal of discussion about the role 
of patients and families in making decisions to limit 
medical treatment. Many participants talked about 
the tensions that can arise when models of care 
emphasising patient autonomy conflict with the 
need to provide clear medical advice. 

If you look at most medical practitioners now, 
they’ll say ‘He’s really sick and are you OK if 
we make him not for resuscitation?’ Or ‘What 
do you want us to do; do you want us to come 
and jump on his chest? It’s your decision’. They 
think that’s the right thing to do because they 
are respecting patient autonomy but it’s putting 
people in a horrible psychological position.

Chief executive officer / physician – 
public hospital 

To palliate is a medical decision. Well, too 
often, doctors put the relatives in the situation 
where they are asking the relatives to make 
the decision about palliation or not. It’s a 
medical decision to palliate; it is not the 
relatives’ decision. 

Doctor – public hospital focus group

If you explain to people what is appropriate 
and inappropriate in terms of treatment – that 
if a person with metastatic cancer becomes 
ill they are unlikely to benefit from CPR – they 
understand. As long as you reassure them that 
if they become ill with something reversible like 
a mild infection they still get treatment.

Oncologist – public hospital

We’re not obliged to ask the family what to 
do – we’re obliged to involve the family in 
decision-making, but why do we go to the 
family and say ‘What do you want us to do?’ 
We force them into a corner where there is  
only one possible answer: do everything.  
They cannot provide any other answer.  
But the definition of ‘everything’ to them is 
different from the definition of ‘everything’  
to us. So we think everything means CPR, 
intubation, dialysis, ECMO [extra-corporeal 
membrane oxygenation], heart transplants. 
Whereas to them ‘everything’ probably just 
means ‘Don’t leave our poor Granny in the 
corner on her own.’

Doctor, medical grand round – 
public hospital
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6.  planning ahead and limiting 
medical treatment

6.3  cardiopulmonary 
resuscitation 

The 2012 National Confidential Enquiry into 
Patient Outcomes and Death report on patients 
who underwent in-hospital cardiopulmonary 
resuscitation (CPR) in the United Kingdom found 
that resuscitation was wrongly attempted in many 
cases. The investigators found a substantial number 
of cases where ‘not for resuscitation’ (NFR) or ‘do 
not resuscitate’ (DNR) orders should have been 
made earlier but the initial assessment was deficient 
and nobody had recognised the danger of cardiac 
arrest.15 Delays in discussion and documentation 
of resuscitation status are also common in 
Australian hospitals.7,101-102

There can be confusion about whether a 
person is for resuscitation or not, whether 
they’re end of life or not. 

Social worker – public hospital

A related issue that became clear during the 
consultation interviews is that different participants 
could mean quite different things when using 
the terms NFR or DNR. Some participants used 
NFR very specifically to mean not for chest 
compressions in the event of a cardiorespiratory 
arrest, while others used them interchangeably with 
terms such as ‘for palliation’ or ‘for comfort care’. 
It appears that confusion about what such terms 
actually mean in practice is common. 

The difference between palliative care and a 
DNR order is completely fuzzy.

Medical director – large private hospital

It doesn’t mean that now, but certainly when I 
was training if we wrote down NFR they were 
put in a side room and given morphine – that’s 
what happened. 

General medicine consultant – 
public hospital

I think people just write down NFR and don’t 
actually think about what they’re meaning. 

Doctor, medical grand round – 
public hospital

It is also interesting to note that the Chair of 
NCEPOD suggests that early decision-making 
about the appropriateness of resuscitation is 
closely related to the matter of informed consent. 
He proposes that in cases where there is an 
identifiable risk of cardiopulmonary arrest and the 
patient is capable of understanding the options, 
then informed consent should be obtained for 
the future provision of in-hospital CPR. If this is 
not done then he suggests that in-hospital CPR, 
similarly to surgery without informed consent, would 
constitute assault.15
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issues in practice7. training

Many clinicians lack the knowledge and experience 
needed to effectively manage end-of-life care 
discussions and basic palliative care.103-105 In a 
survey of Australian general practitioners, more than 
one third of respondents reported that they had 
no undergraduate training in palliative medicine.106 
In a survey of undergraduate nursing schools in 
Australia it was found that there was minimal and 
inconsistent education about care of the dying 
included in curricula.107 Both medical and nursing 
interview participants reported a lack of formal 
training about end-of-life care. 

I really don’t think I was well prepared for 
end-of-life care. 

Intern – public hospital

As undergrads … they get a little bit, the 
palliative care, the terminal care, rather than … 
well, they touch on end-of-life care but it’s 
mainly about mopping brows … 

Intensive care nurse – public hospital

A lack of knowledge about basic palliative care may 
lead to:8,104 

• suboptimal psychosocial care and symptom 
control for patients

• unsubstantiated fears that palliative care 
shortens life expectancy

• misinterpretation of terms such as ‘futility’ and 
‘do not resuscitate’

• reduced understanding of when to involve 
specialist palliative care teams.

Training is also required to develop the 
communication skills that are necessary to 
effectively help patients to plan for the end of 
life. Clinicians who lack these skills may avoid 
discussions about the end of life and contribute to 
patients developing false expectations or confusion 
about prognosis. Others may be too inexperienced 
or too focussed on a single aspect of a patient’s 
care to recognise or effectively manage dying.8,75,104 

I have gone through a lot of anaesthetics, a lot 
of ICU: the amount of training I’ve had to have 
this conversation is slightly less than the square 
root of none … It is not part of basic training; 
it is not part of advanced training. There is no 
skill set that is taught at an undergraduate or 
postgraduate level that addresses this.

Intensive care consultant – public hospital

One of the real barriers is that we haven’t 
embedded the need to have that difficult 
conversation in our training. Everyone kind of 
criticises our clinicians and says, well they’re 
fobbing it off. I don’t think they’re fobbing it 
off, I think they’re genuinely saying, ‘I don’t 
really want to do this, it’s very confronting for 
me, I have to think about the language I use, 
the social or cultural issues for that particular 
patient, the need for a level of sensitivity …’

Chief executive officer – local health network

There’s no training for surgeons or physicians 
about this. There needs to be some training 
in preparing patients and families for adverse 
outcomes and end of life discussions. 

General medicine consultant – 
public hospital
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7. training

Although most nurses working in acute facilities will 
participate in providing end-of-life care to patients, 
it appears that the management of this care varies 
because of inconsistent levels of knowledge, skill 
and experience amongst the nurses providing 
care. One small retrospective study of the quality 
of end-of-life care delivered in a South Australian 
teaching hospital found significant gaps in the 
physical, psychosocial and spiritual care of the 
dying.108 Another Australian study also highlighted 
the need for generalist nurses to develop skills 
in the delivery of palliative care.86 Interview 
participants agreed that there are significant 
inconsistencies in practice.

It’s experience that teaches you, there is no 
special training. So you get variable practice 
amongst the NUMs [nurse unit managers].

Resuscitation nurse – large private hospital

If you don’t know what you don’t know, quite 
often it’s like, am I meant to do something 
different or …? So they haven’t got that 
exposure or experience to know how to treat a 
dying patient.

Nurse educator – public hospital

A physician with responsibility for clinical training 
at the public hospital where she works reported 
that although there are opportunities for teaching 
about end-of-life care, this is not mandatory. She 
also highlighted the difficulties of teaching about 
end-of-life care. 

They [medical trainees] have to collect four 
what we call CEX (clinical examinations) where 
a clinician observes them in an interaction.  
That interaction could be end-of-life care but 
very often they stick to safe things like taking  
a history of chest pain or examination of the 
heart and its pretty low value … You can avoid 
this stuff like the plague. The whole system 
allows you to avoid this stuff if you want to.  
The doctors need [a] sort of framework for 
talking about end-of-life care. It’s hard stuff 
because it’s not as easy as teaching about 
blood gas management. It’s more woolly; it’s 
more grey; it needs to be taught by a clinician 
that they absolutely respect. 

General medicine consultant – 
public hospital

A consumer participant raised concern about 
end-of-life care medical education being provided 
within the hospital setting. 

As far as I can see, if you’ve done your 
degree and then you’re put on the ward and 
the hospital is responsible to sign off your 
education and to deliver it, are you going to 
confess that you’re out of your depth? Or talk 
about your emotions? Or are you going to put 
on the bravado? And you actually look up to the 
tough, arrogant doctors. That’s what happens. 
So what I’m thinking is it’s a bit like parents 
teaching their kids to drive – you pass on all the 
bad habits … So where can we do something 
more independent so those interns can learn  
in a neutral environment?

Consumer
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issues in practice8.  rural and remote 

health services

In small rural and remote health services generalist 
health providers are usually responsible for 
delivering end-of-life care. A different set of issues 
arise in this context. For example, providers may 
need to care for friends and family, manage very 
complex cases, and, due to their geographical 
isolation, may have difficulty accessing specialist 
equipment or medications, and clinical support, 
debriefing and supervision.109-111 Consultation 
interview participants discussed a number of 
issues specific to working in rural and remote areas 
of Australia that can compromise the delivery of 
end-of-life care. 

We get people for three month contracts …  
By the time we have gotten them up to speed 
they are gone. So it is time to train somebody 
else and that can be exhausting. 

Nurse manager – very remote hospital

There are issues around lots of things because 
much of the workforce is transient and that 
does add some problems. 

Senior medical officer – very remote hospital

The anticipatory prescribing is very tricky, 
particularly if some of the local community 
pharmacies don’t stock some of the 
medications. 

Clinical nurse – regional palliative 
care network

Only an accredited GP can refer to [the private 
provider] who has the contract for provision of 
public palliative care in our region. It really limits 
access so people in need of palliative care can 
wait for sometimes weeks. 

Nurse manager – regional palliative 
care network 

With the rural GPs, sometimes they just aren’t 
given that acknowledgement that the personal 
is the professional in that local community. The 
GPs still grieve; they’ve known these people 
in their communities for such a long time so 
they’re quite disenfranchised in their grief and 
their relationships. I think that’s something that 
does need to be acknowledged. 

Social worker – regional palliative 
care network

One participant from a very remote hospital 
suggested than in some cases, holistic 
assessment that someone is reaching the end 
of life was perhaps easier to do than in large 
metropolitan hospitals. 

Big hospitals tend to focus much more on 
interventions in health care. I guess rural guys 
sit back and look at the whole person a little bit 
more than perhaps happens in the cities. 

Senior medical officer – very remote hospital
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9.  end-of-life care for Aboriginal  
and Torres Strait Islander Australians

Health disparities between Aboriginal and Torres 
Strait Islander peoples and other Australians are 
well documented112 and there is evidence that many 
Aboriginal and Torres Strait Islander people only 
reluctantly access healthcare services.113 There 
are a number of specific issues related to the 
delivery of end-of-life care for Aboriginal and Torres 
Strait Islander people. For example, there may be 
cultural considerations that need to be considered 
such as different understandings of the causes of 
disease, or prolonged collective decision-making 
processes.114 In their position statement, Palliative 
Care Australia writes that there is also ‘a need to 
understand that all Aboriginal and Torres Strait 
Islander communities in Australia have a common 
heritage of loss, and that for an individual close 
to death and for their family and community, the 
impact of the loss and grief is often compounded 
by earlier experiences’.115 Participants working in 
rural and remote areas raised many of these issues 
during the consultation interviews. 

Especially for the older people, the Stolen 
Generation, it can be hard to trust what the 
white fellas are saying, and I don’t blame them. 

Nurse manager – very remote hospital

Aboriginal people do not have that openness 
about death and grieving at all; it’s a very 
difficult topic. There are layers and layers 
that go on underneath it that you really know 
nothing about in terms of how they respond to 
the situation. 

Senior medical officer – very remote hospital

There is a lot of cultural stuff you need to be 
aware of, people get blamed for bad things 
happening and if you say there is nothing more 
that can be done and this person is going to 
die then you might be blamed. Another family 
might be blamed and then there might be some 
payback for that. There is all sorts of stuff that 
goes on that is probably not mainstream for 
Australia, but is mainstream for up here. 

Senior medical officer – very remote hospital

I’m aware of nurses being terrified of giving pain 
relief in case … there is a bit of a fantasy that 
if you are responsible for killing an Aboriginal 
person they will come and get payback. 
Sometimes it’s dispelling those myths …

Nurse manager – very remote hospital

It can be difficult, especially in this town.  
This town is a very disenfranchised town,  
with a lot of death. In two years 10% of our 
Indigenous population has passed, either 
through suicide or cancer or heart attacks. 
There is a fear in the community because of the 
number of people and the elders that have died 
from cancer. There is a fear of coming to the 
hospital because this is where family has died.

Nurse manager – very remote hospital

In recent years a number of programs have been 
established to address these barriers and better 
support remote health providers to deliver palliative 
care. These include initiatives such as the Rural 
Palliative Care Project116 and various state-based 
programs such as the Western Australia Regional 
Palliative Care Program.117
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conclusions

In the United Kingdom National Health Service 
End of Life Care Strategy, the authors write that 
‘How we care for the dying is an indicator of 
how we care for all sick and vulnerable people. 
It is a measure of society as a whole and it is a 
litmus test for health and social care services.’55 

While an excellent standard of care is provided  
for many people who die in Australia, there are  
a number of opportunities for reducing variability 
and improving the safety and quality of end-of-life 
care delivered in acute facilities. 

Figure 2: Opportunities for end-of-life care interventions in acute hospitals118
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opportunities  
for improvement
With the ability to treat what was once untreatable, 
sudden death is now a rare event and most people 
now have multiple interactions with healthcare 
service providers in the last year of their lives. 
The changing pattern and pace of dying offers 
opportunities for patients to participate in planning 
care for the end of their lives; for ensuring that the 
burden of unwanted or unnecessary intervention 
is reduced; and for addressing symptom 
management, psychosocial and spiritual needs. 

Although there may be considerable uncertainty 
about the timing of a particular patient’s decline, 
there are a number of points where patients with 
life-limiting conditions commonly interact with the 
acute healthcare system. These points and some 
examples of possible interventions are illustrated in 
Figure 2, on page 41. 

Despite these opportunities for intervention, and 
the implementation of a wide range of improvement 
activities such as palliative care standards, 
guidelines, training programs, care pathways 
and efforts to improve the evidence base, some 
persistent gaps remain. It appears that for many 
patients end-of-life care continues to be delivered 
reactively rather than proactively, particularly in 
the acute hospital setting. This has undesirable 
consequences not only for patients, but also for 
their families, carers and the clinicians who provide 
their care. 

There is a lack of agreement about the appropriate 
measures and methods for evaluating the quality 
and safety of care for those who die in acute 
hospitals. Most current evaluation processes are 
focussed on the preventability of death rather 
than the quality and safety of care that the dying 
patient and their family received. There are agreed 
standards for specialist palliative care services, 
and the National Safety and Quality Health Service 
Standards for acute hospitals, but there is currently 
no agreed statement of what safe and high-quality 
end-of-life care in acute hospitals should look like.

priorities for change
It is clear that the factors contributing to less-
than-optimal end-of-life care in acute hospitals 
are complex and do not lend themselves to easy 
solutions. The issues raised by participants in the 
consultation interviews aligned closely with findings 
in the literature. There appears to be a need to 
address change at every level – from changes 
to an individual clinician’s practice to societal 
changes in attitudes toward death and dying. 
The path to achieving such change is challenging 
because, although there is general agreement 
and some evidence about what the problems are, 
there is currently a lack of either clear evidence or 
consistent agreement about what the standard of 
care should be, or how to achieve it. 

There are a number of fundamental issues that 
need to be addressed. These include: 

• Talking about death and dying: discomfort 
with discussing death and dying can lead to 
poor quality communication and avoidance of 
addressing end-of-life issues in a timely way.

• Terminology: a lack of shared understanding 
amongst patients, families, nurses, doctors and 
allied health clinicians about what terms such as 
‘palliative care’, ‘not for resuscitation’, ‘advance 
care planning’ and ‘advance health directive’ 
actually mean can lead to miscommunication 
and variability in practice. 

• Acute care systems: inconsistencies in the 
safety and quality of end-of-life care can occur if 
opportunities to address end-of-life care issues 
during a patient’s journey through the acute care 
system are not recognised. Additional problems 
can occur because of a lack of clarity about 
who is responsible for ensuring that these issues 
are addressed. 

• Evaluating quality and safety: deaths in acute 
care currently tend to be evaluated in terms of 
unexpectedness and potential preventability. 
This may divert attention from assessing 
the quality and safety of the end-of-life 
care provided. 

conclusions
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next steps
In the previous work of the Commission’s 
Recognising and Responding to Clinical 
Deterioration Program, the development of the 
National Consensus Statement5 was crucial in 
providing a basis for further work to integrate 
recognition and response systems into usual 
practice through the development of National Safety 
and Quality Health Service Standard 9.52 Similarly, 
in order to work toward improving the quality and 
safety of end-of-life care in acute hospitals, it is 
first necessary to achieve consensus about the 
standard of care that should be expected. 

The Commission proposes working with 
consumers, clinicians and other experts to achieve 
consensus about what standard of end-of-life care 
patients, families and carers should expect in acute 
hospitals. A national consensus statement will be 
developed to articulate the overarching principles 
that should shape safe and high-quality end-of-life 
care in acute facilities. This will be forwarded  
to Australian state and territory government  
Health Ministers for their consideration. 

Through reaching high-level agreement on a 
consistent set of principles to guide the delivery of 
end-of-life care in acute facilities, a framework for 
accountability can then be developed to ensure 
positive change at the level of individual patient 
care. This may involve the development of a safety 
and quality or clinical care standard, evaluation 
criteria and/or training curricula. Additional tools 
and resources will be developed with a view to 
supporting and enabling patients, families and 
carers to participate in shared decision-making 
about their care at the end of life. 
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appendix a: definitions

The following definitions have been adapted from 
the Glossary of Terms developed by Palliative 
Care Australia.4 

Advance care directives

A set 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. They 
become effective in situations where the person is 
no longer able to make decisions. For this reason 
advance care directives are also referred to as 
living wills. 

An advance care directive has legal status 
and therefore is part of the separate legislative 
arrangements in each state and territory 
in Australia. 

Advance care planning

The process of preparing for likely scenarios near 
the end of life. This usually includes assessment of, 
and discussion about, a person’s understanding 
of their medical condition and prognosis, values, 
preferences, and personal and family resources. 

Advance care planning supports patients in 
communicating their wishes about their end of life. 

End of life 

That part of life where a person is living with, and 
impaired by, an eventually fatal condition, even if the 
prognosis is ambiguous or unknown. 

End-of-life care

End-of-life care combines the broad set of 
health and community services that care for the 
population as they approach the end of life. 

Eventually fatal condition

A progressive condition that has no cure and that 
can be reasonably expected to cause the death of 
a person within a foreseeable future. The definition 
is inclusive of both malignant and non-malignant 
illness and ageing. 

A person has an eventually fatal condition if their 
death in the foreseeable future would not be 
a surprise. 

Hospice

A hospice is a comprehensive service provided to 
people living with and dying from and eventually 
fatal condition. This may include inpatient care, 
respite care, and end-of-life care for people who are 
unable to die at home. Hospices may also offer day 
care facilities and community home visiting teams. 

Palliation

To palliate is to alleviate a symptom without curing 
the underlying medical condition. The term is 
used widely in health care to refer to treatments or 
interventions (including surgical) that are focused 
on alleviation of pain or other symptoms, and is not 
necessarily limited to care provided for eventually 
fatal conditions. 
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Palliation in relation to end-of-life care is the relief of 
symptoms and suffering to help a patient feel more 
comfortable and to improve the quality of their life. 
Palliation of symptoms is a key goal of care for both 
end-of-life and palliative care. 

Palliative care

Palliative care is care provided for all people living 
with, and dying from, an eventually fatal condition 
and for whom the primary goal is quality of life. 

Specialist palliative care provider

A specialist palliative care provider is a medical, 
nursing or allied health professional recognised as 
a palliative care specialist by an accrediting body 
or who substantively works in a specialist palliative 
care service if an accrediting body is not available. 

A palliative care specialist has specialist knowledge, 
skills and expertise in the care of people living with 
an eventually fatal condition and their families and 
carers, including in the management of complex 
symptoms, loss, grief, and bereavement. 

Specialist palliative care services

Specialist palliative care services are provided 
by an interdisciplinary team of specialist palliative 
care professionals whose substantive work is with 
patients who have an eventually fatal condition. 
Specialist palliative care services are provided in care 
settings including community, home, hospitals, aged 
care homes, and hospices and palliative care units.
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appendix b: consultation 
interview processes
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Following an initial scoping of the international 
and Australian literature by the Commission, it 
became clear that information about the issues 
that influence the quality and safety of delivery of 
end-of-life care in acute hospitals was relatively 
deficient. To explore these issues further, a series of 
preliminary consultation interviews were conducted 
with health professionals, consumers and policy 
makers. The purpose of this informal, targeted 
preliminary consultation work was to identify:

• perceived key issues, challenges and 
opportunities relating to the recognition and 
management of end-of-life care for patients at 
high risk of dying in acute hospitals 

• potential priorities for development of policy, 
resources and materials to support the 
recognition and management of end-of-life 
care for patients at high risk of dying in 
acute hospitals 

• potential strategies to improve the recognition 
and management of end-of-life care for patients 
at high risk of dying in acute hospitals. 

More than 40 focus group and individual interviews 
were undertaken over a four month period from 
November 2012–February 2013. Participants 
included medical, nursing, social work, pastoral 
care and executive staff from metropolitan 
public hospitals in New South Wales, Victoria, 
the Australian Capital Territory, Tasmania and 
Queensland, a large metropolitan private hospital 
in Victoria, and two small rural hospitals and a 
number of regional palliative care services in 
Western Australia. 

Additional interviews were conducted with 
clinicians, policy makers and other experts 
nominated by contacts previously made within 
the Commission’s Recognising and Responding 
to Clinical Deterioration Program. These included 
clinicians and policy officers from Australian 
Government and state departments of health and 
other agencies such as a healthcare complaints 
commission. Interviews were also undertaken with 
two consumers with experience caring for relatives 
at the end of life, and one consumer who has been 
diagnosed with a life-limiting cancer. 
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