
A TIME TO BE CAREFUL 
 

A Reflection on End-Of-Life Care at Ballarat Health Services. 
 
In his “Western Attitudes to Death” Philippe Ariès wrote: 
 
..in a world of change the traditional attitude towards death appears inert and 
static. The old attitude in which death was both familiar and near, evoking no 
great fear or awe, offers too marked a contrast to ours, where death is so frightful 
that we dare not utter its name. This is why I have called this household sort of 
death “tamed death”. I do not mean that death had once been wild and that it had 
ceased to be so. I mean, on the contrary, that today it has become wild.” 
 
These observations of Philippe Ariès are apposite to social changes in Australia. 
The way we die has changed, with more people dying slowly over months or 
years of degenerative conditions, in a society that prefers not to engage with 
dying. New ways of caring for these people must be found, because the way 
we’re doing it now is often inappropriate, unwanted and unaffordable. The 
dying, especially those dying more slowly, cannot have their needs met by a 
health system that attempts to treat everything and then offers “failures” to a 
palliative care team when the game is up.  
 
Changes to the way we die have been well documented, with fewer sudden 
deaths and an increase in slower deaths, commonly described as three-fold:  a 
short period of predictable decline (such as those from many cancers), long-term 
dying with episodes of life-threatening exacerbation (such as COPD and heart 
failure) and a prolonged dwindling such as that of dementia. These slower ways 
of dying present significant problems in planning but are also opportunities for 
much improvement in health care and resource allocation. 
 
Our Western turning-away from death has been well described by Ariès in 1977, 
and since then by many others. The goals of medicine have been misunderstood, 
the dying process overmedicalised, too much has been promised. Any new way 
must involve taking more care to understand individual needs and wishes, 
making plans, providing timely palliative supports and respecting and acting on 
these decisions. Cicely Saunders, the doyenne of palliative care, said that “ It is 
never too late, or too early, to listen to patients about what they want.”  
 
Hospital systems are mirrors of the anxieties of our time in that they find 
difficulty in accepting, diagnosing and treating dying. The continued 
institutionalization of cardiopulmonary resuscitation (CPR) as an “opt out” end-
of-life ritual rather than a chosen therapy to those who may benefit is a case in 
point. Even in palliative care units, doctors need to discuss CPR with patients and 
families when they know the therapy is pointless, because the treatment has 
been oversold to a public who see death only on television.  CPR is much more 
effective on TV.  
 
All of this would be of little consequence if it did not result in us dying so badly. 
In the face of a slow death we are unprepared, shocked and immobilized. 



Surrounded by “optimism” and lack of engagement or support, we cannot make 
of dying anything alive or creative. The opportunity slips between our fingers 
and is lost, not only for the person dying but for the family as well. As Nicholas 
Christakis has observed, “Too much optimism near the end of life may mean 
patients never see the end coming, never prepare for it, and fight vainly against 
it.” 
 
The approach to improving end-of-life care must embrace the practice of 
advance care planning and integrate the palliative care approach. These two 
fields have always overlapped, and the attention paid to palliative care at the 
recent Advance Care Planning (ACP) and End of Life Care Conference (ACPEL) in 
Melbourne is a good example of this intersection. The Grampians Regional 
Palliative Care Team (GRPCT) of Ballarat Health Services has been vigorous in 
promoting the idea of ACP as it is an essential ethical underpinning to the 
specialty. Nevertheless Intensivists, not palliative care specialists, have led the 
debate about advance care planning in Australia – such doctors as Peter Saul, 
Ken Hillman and William Sylvester – the latter having driven the development of 
the Respecting Patient Choices programme. The Grampians Regional Palliative 
Care Team (GRPCT) has vigorously promoted the idea of ACP because no 
systemic improvement in the way we care for the dying can ignore the need for a 
comprehensive engagement with the wishes of the person. To provide expensive 
unwanted therapies is both unethical and wasteful. 
 
With the appointment of a group in our hospital with representation from at 
least ACP and palliation, there is now the possibility of change. The hospital must 
look to what work has already been done elsewhere, to its own past successes 
and failures and to the question of what is possible. What is clear is that the 
problem cannot be met by a piecemeal approach, but must be inclusive of all 
groups and be shared across boundaries within the institution. 
 
The United Kingdom and the NHS have been at the forefront of change in 
approaching the problems of end of life care. The production of guidelines such 
as the NICE guidelines and the implementation of the Liverpool Care Pathway 
(LCP) and the Gold Standard Framework (GSF) all represent great effort to 
improve end of life care, and we should use what they have to offer in 
formulating our response.   
 
There are also two Australian source of guidance that should be used – Palliative 
Care Australia’s Standards for Providing Quality Palliative Care for all Australians, 
and the pioneering work of the Tasmanian Healthy Dying Initiative. 
 
 
Although the LCP applies only to the last few days of the much longer path to 
dying, our recent experience with implementation may hold some useful lessons. 
The LCP is acknowledged and adopted in many countries as best practice for the 
care of the dying. It has been developed for and applied in acute hospitals, 
inpatient hospices, home care and in nursing homes. It is essentially a 
sophisticated “tick list” that allows non-specialist staff to check that high quality 
medical, nursing, social and spiritual care has been provided to the dying person 



and to their carers. In the UK itself, a survey of doctors showed that 90% would 
want to be supported by the pathway when they died. Nevertheless, a recent 
review of the LCP has led to the NHS announcement of its phasing-out in the UK. 
This has apparently been due to a combination of poor application, vitriolic 
attacks by the media and ill-informed criticism by some doctors.  These attacks 
have suggested, inter alia, that the LCP is euthanasia and that it is state-
sponsored, with a money-saving motive. It seems that the NHS is in danger of 
throwing away the baby with the bathwater, and that the project of improving 
the lives of the dying is at risk. With what will the LCP be replaced, and what 
alternative less likely to be poorly applied? 
 
These criticisms have not been heard during the current attempts to implement 
the LCP at Ballarat Health Services, but nevertheless there has been a very slow 
uptake, particularly in the acute areas of the hospital, suggesting that there are 
other issues to confront. Those of us involved in the attempted implementation 
may have chosen a too-timorous approach, and the intermittent financial 
support for the initiative has also been problematic. Other criticism has included 
the apparent burden of paperwork, which in practice within the palliative care 
unit itself has not been a problem. Interestingly, the staff of the palliative care 
unit itself has agreed that the LCP has improved practice.  
 
Some needs are already clear. Documentation of goals of care for all people being 
cared for in our service is essential, and should provide a roadmap for medical 
care. A careful examination of the Healthy Dying Initiative in Tasmania should be 
made. This is a public health promoting strategy, the key elements of which are 
to “make Tasmania a place in which dying is recognized, acknowledged and 
supported by all parts of the community and its services, where decision-making 
at the end of life is oriented towards timely and appropriate provision of 
palliative care for those who need it, and where best practice in palliative care is 
to be ‘health promoting’, with the underlying philosophy being that the same 
kinds of things support a good death as support a good life”. The strategies for 
achieving this are also outlined.  I believe this summary document would be one 
very useful way to begin the process of change within our service. It can be read 
at: 
 
http://www.dhhs.tas.gov.au/__data/assets/pdf_file/0006/96378/Web_Healthy_
Dying_info_combined.pdf 
 
In summary, a piecemeal approach to change in ACP or the care of the dying in 
BHS is unlikely to succeed. What might succeed is a combined approach that 
includes first a broad-based approach to advance care planning that involves all 
sites of care and concentrates on the specific wishes and needs of each person. 
This must be combined with a programme of education of staff towards the 
principle that dying is a normal part of life and intrinsically valuable.  This will 
require a significant investment in time and resources, but the human benefits of 
such practice should be great, and at the very least we could truthfully say that 
we are being careful. Careful to respect the wishes of the people who entrust 
themselves to our care, and careful of the limited resources we have been given 
to use. 
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