40TH PARLIAMENT

Report 1
MY LIFE, MY CHOICE

The Report of the Joint Select Committee on
End of Life Choices

Presented by
Ms A. Sanderson, MLA & Hon C.J. Holt, MLC

August 2018



Committee Members

Chair

Deputy Chair

Members

Committee Staff

Principal Research Officer(s)

Research Officer(s)

Administrative Support

Legislative Assembly
Parliament House

4 Harvest Terrace
WEST PERTH WA 6005

Ms A. Sanderson MLA
Member for Morley

Hon C.J. Holt, MLC
Member for South West Region

Hon R.H. Chapple, MLC
Member for Mining and Pastoral Region

Hon N.P. Goiran, MLC
Member for South Metropolitan Region

Hon Dr S.E. Talbot, MLC
Member for South West Region

Mr R.R. Whitby, MLA
Member for Baldivis

Mr J.E. McGrath, MLA
Member for South Perth

Mr S.A. Millman, MLA
Member for Mount Lawley

Mr Mathew Bates (from May 2018)
Dr Jeannine Purdy (until May 2018)

Ms Marion Huntly (from November 2017)
Ms Michele Chiasson (from October 2017)
Ms Catherine Parsons (until October 2017)
Ms Pamela Clarke

Tel: (08) 9222 7494

Email: eolcc@parliament.wa.gov.au
Website: www.parliament.wa.gov.au

Published by the Parliament of Western Australia, Perth.

August 2018.
ISBN: 978-1-925724-20-2

(Series: Western Australia. Parliament. Legislative Assembly. Committees.
Joint Select Committee on End of Life Choices Report 1)

328.365



Joint Select Committee on End of Life
Choices

My Life, My Choice

The Report of the Joint Select Committee on
End of Life Choices

Report No. 1

Presented by

Ms A. Sanderson, MLA and Mr C.J Holt, MLC

Laid on the Table of the Legislative Assembly and Legislative Council
on 23 August 2018






Chair’s Foreword

verwhelmingly, people want to live. For those left behind, the protracted
death of a loved one from a terminal or chronic iliness can be devastating.

These were just two of the clear messages the committee received from the
many hundreds of people who shared their accounts of grief and loss with us. While
this report outlines many of these accounts, it has not been possible to include them
all.

The Committee received hundreds of submissions from people who watched on —
powerless — while a family member or friend experienced a protracted and painful
death.

One particular account, about a woman named Melanie, continues to haunt me.
Some of Melanie’s story is contained at page 117 of the report. She suffered with
advanced motor neurone disease and could not find relief from her terrible
symptoms. In the end, she chose to starve herself to death.

In this report, we have aimed to tell these real stories of human suffering rather than
simply relay the clinical scenarios.

On behalf of the Committee, | want to sincerely thank the many people who took
the time to make submissions and those who gave evidence at hearings — often
recalling the painful and distressing experiences of their loved ones.

How we die has changed over the last 60 years. Medicine and the law have not kept
pace with this change, nor with changes in community expectations.

Many of us are familiar with the deaths of grandparents and other elderly relatives
who passed away peacefully in their sleep, often at home. This is not, now, the
common experience. Modern medicine has given us greater longevity; but it has also
delivered longer periods of dying. People now survive a lot longer than they did, but
often with debilitating symptoms. The prevalence of chronic disease means that
many of us may face a protracted death at an advanced age.

Over the course of this inquiry, the Committee found that too many Western
Australians are experiencing profound suffering as they die. This is, in part, due to
inequitable access to palliative care. Palliative care aims to provide treatment to
alleviate symptoms from diseases and illnesses that cannot be cured. However, it is
clear from the evidence that even with access to the best quality palliative care, not



all suffering can be alleviated. Palliative care physicians themselves acknowledge
this.

There are many life-limiting conditions that cause profound suffering that cannot be
completely palliated. The committee heard from individuals and health
professionals about the terrible effects of some of those illnesses, such as motor
neurone disease, Huntington’s disease, Dementia, Parkinson’s and some cancers.
The report explores what it is like to die from these illnesses. It makes for difficult
reading.

According to national coronial data about suicide, around 10 per cent of suicides in
Western Australia are by people with a terminal or debilitating illness. This figure is
similar to estimates for other jurisdictions, including the United Kingdom and the
United States. These people die lonely and often violent deaths; including through
plastic bag and helium asphyxia, carbon monoxide poisoning, self-inflicted gunshot
wounds and by hanging.

The committee concludes that the current lawful options available to people
experiencing grievous and irremediable suffering at end of life are inadequate, and
can be exceptionally difficult for the dying person and for their family and friends.

A competent individual’s absolute right to refuse food and water, and to refuse
medical treatment is clear in law. At the end of life, those refusals are not suicide.
Health professionals providing palliation for those who choose this difficult path are
not aiding a suicide — they are providing good palliative care. There is, however,
uncertainty among some health professionals about both these absolute rights for
individuals and the protections afforded to health professionals under the law.

The report also notes that there has been a cultural shift across the community away
from ‘Doctor knows best’ to individuals wanting more say over their medical
treatments. The principle of patient autonomy emerged during the 1970s and is now
a critical feature of modern medical ethics. This principle means that competent
patients are free to make their own medical treatment decisions.

The earliest expression of medical ethics in the western world is contained in the
ancient Hippocratic oath from around 470BCE. Many aspects of it survive today;
however, other aspects have no application to modern medicine. The contemporary
Declaration of Geneva builds on some of the principles of the Hippocratic Oath and
has been adopted by the Australian Medical Association.

The current Geneva declaration provides for a ‘Physician’s Pledge’ that: “I will
respect the autonomy and dignity of my patient.”



Unnecessary suffering at end of life, and broad community agreement regarding
individual autonomy, form the basis for the Committee’s recommendation that the
Western Australian Government draft and introduce a Bill for Voluntary Assisted
Dying.

The committee recommends that the Bill is drafted in consultation with a panel of
experts including health and legal professionals and health consumers. The panel
will provide a means for Government to undertake careful consultation with key
stakeholders for the development of the Bill.

The report sets out a recommended framework for a Voluntary Assisted Dying Bill.
The framework builds in safeguards and rigorous processes that are critically
important to the safe functioning of any scheme. Establishing eligibility by ensuring
individual decision-making capacity and the absence of coercion, together with non-
discrimination, are critical elements of the framework to be considered by
government. Participants must be 18 years or over and ordinarily reside in Western
Australia.

In the course of the inquiry, the Committee found that a predicted timeframe until
death as an eligibility criteria can result in some individuals being unfairly excluded,
and may not be clinically justified. People with progressive chronic or
neurodegenerative disease may experience intractable suffering for months or years
before they die. The committee has chosen not to ignore the suffering of these
individuals.

The committee has recommended that those who are eligible for voluntary
assisted dying must be experiencing grievous and irremediable suffering related to
an advanced and progressive terminal, chronic or neurodegenerative condition
that cannot be alleviated in a manner acceptable to that person, where death is a
reasonably foreseeable outcome of the condition.

A person’s decision to end their own life in the face of terminal illness that is causing
grievous and irremediable suffering is a rational choice for some. It is not necessarily
a medical decision, but in some circumstances it may require the assistance of a
medical professional.

Assisting someone facing hopeless circumstances to die peacefully with friends and
family, in a setting of their choosing is a humane and compassionate act — fully in
keeping with modern medical ethics and community expectations.



The committee acknowledges that some health professionals will not want to be
involved in the process and, accordingly, recommends that there should be no
compulsion for individual health professionals to participate.

The Committee also reviewed international jurisdictions that have legislated for
some form of voluntary assisted dying. There are volumes of peer reviewed research
and data on the various models, some of which have been operating for more than
20 years.

Given the ease with which video conferencing could be used to facilitate formal
evidence gathering from overseas, the committee did not travel internationally. This
approach will have many benefits for the public debate that is certain to follow the
publication of this report. Evidence gathered from international travel is not easily
shared with the wider community, whereas our video conferences have been fully
transcribed and are available on the committee’s website for anyone with an interest
to review them.

We heard from those opposed to voluntary assisted dying about the dangers of a
‘slippery slope’. Proponents of this argument contend that once you introduce a
scheme it will inevitably lead to expansion to include vulnerable groups such as
children and those with mental illness.

They assert that a particular course of action will inevitably lead to another action,
with unintended consequences. In other words, it implies something out of control
or unmanageable.

The Committee finds no evidence to suggest this has occurred in the jurisdictions
that have legislated for voluntary assisted dying. Each jurisdiction has its own unique
legal framework resulting from considered legislative processes and court rulings in
those countries. The Oregon legislation for example has never been amended in its
20 years of operation.

| caution against drawing the wrong conclusions and lessons from international
experiences.

There are aspects of these overseas models which the Committee has rejected. The
model which our Parliament is asked to consider should be in line with the
expectations of our community and reflect the values and safeguards we deem
appropriate.



Palliative care was the single largest issue examined during the inquiry, and it
became clear that much work is needed to ensure that palliative care services are
able to keep pace with growing demand and growing community expectations.

Western Australia has the lowest number of publicly funded in-patient beds per
capita and access to specialist palliative care is limited across the state. Access is
even further limited in rural areas and almost non-existent in remote regions. In an
extraordinary admission, the WA Country Health Service told us ‘there is limited
oversight, coordination and governance of medical palliative care services across WA
Country Health Services’. This, together with the barriers to access across the state
generally, must be urgently addressed by the State Government.

Over the course of the inquiry we met with many dedicated professionals involved
in palliative care and we were consistently impressed with their commitment and
dedication to their patients. The home and community palliative care model,
currently delivered by Silver Chain in the metropolitan area, provides a valuable
service and is recognised across Australia. It should be expanded.

Multiple health conditions and co-morbidities mean individuals may have more
treating specialists and less overarching coordination of care and advocacy. This
results in gaps in care, particularly when patients move from different palliative care
settings such as in the community to hospital. The need for better coordination and
integration of palliative care services was raised by many witnesses.

As already mentioned, dementia is now one the most common terminal illnesses in
Australia and the number of people affected is rapidly increasing. Around half a
million people have been diagnosed and are living with dementia. This is a challenge
of monumental proportions for policy makers and governments and is reflected by
demands from individuals that their health care wishes be honoured once they have
lost capacity. This was a strong theme amongst submitters.

This report does not purport to have the answers to this complex area but it does
direct the government to carefully examine the question of dementia and advance
planning.

As Chair of this Joint Select Committee | wish to thank those who shared their stories
with us. This Inquiry was an enormous undertaking, receiving around 700
submissions and holding 81 public hearings. | thank the Secretariat Marion Huntly,
Michele Chiasson, Mathew Bates and Dr Jeannine Purdy — without whom we would
not have had such quality evidence to draw from.



Those who fundamentally oppose the introduction of Voluntary Assisted Dying lack
rigorous evidence to back up their claims. They will inevitably criticise this process.
| am proud to have led this Inquiry and stand by the many hundreds of people and
experts who have participated, | stand by my fellow Committee members from
across the political divide and | stand by the conclusions reached in this report.

In the words of submitter Mr James Hindle ‘the ultimate act of compassion is surely
to allow someone to choose to end their suffering, even when we want them to stay
with us.’

e

MS A. SANDERSON, MLA
CHAIR
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Executive Summary

Chapter 1 notes that the nature of death and dying in Australia has changed over the
course of the twentieth century and into the twenty-first. The chapter considers the
change over time in community sentiment in relation to assisted dying, and outlines
mortality trends including age at death, cause of death and the various attempts at
legislative reform.

Parliament established the committee on 23 August 2017 and requested that it report
by 23 August 2018.

In September 2017, the committee issued a public call for submissions and subsequently
received more than 730 submissions and supplementary submissions.

The committee held 81 hearings and took evidence from more than 130 witnesses. The
committee visited metropolitan palliative care providers and travelled to the Great
Southern region and the Kimberley to visit health providers, hold hearings and meet with
local communities.

A glossary of terms used in the report has been included in chapter 1.

Chapter 2 provides an overview of advance health care planning, beginning with the
concept of capacity and including a summary of what happens when a person lacks
capacity and there is a need for a treatment decision.

The chapter considers all forms of advance health care planning including informal
advance care plans, advance health directives (both common law and statutory) and
enduring powers of guardianship. It also looks at the ‘Goals of Patient Care’ —a document
in the medical record completed by health professionals (after talking with the patient)
to guide the health professional in the provision of care.

There is a discussion on the hierarchy of decision-makers and how to determine the
lawful substitute decision-maker, when there is not a valid advance health directive.

The chapter includes evidence that valid advance health directives are sometimes
ignored by some health professionals, with some indicating to the committee a clear
preference for non-binding advance care plans over legally binding advance health
directives, whilst others recognised the importance of the legally binding instrument.

Many individuals expressed concerns about the difficulty of completing an advance
health directive due to the lack of guidance on the statutory template. Several health
professionals also expressed concern regarding their uncertainty about how to interpret
advance health directives and about the relevant law, especially in relation to whether
or not an advance health directive applied in specific circumstances.
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The committee received evidence that indicated uptake of advance health directives is
low across Australia and even lower in Western Australia. A number of factors explain
this low uptake, including the natural reluctance to discuss death from both health
professionals and patients.

Many witnesses gave evidence that in Western Australia the lack of an electronic register
accessible to health professionals 24 hours a day means there is currently no way of
ensuring that health professionals are aware if a patient has an advance health directive.

The chapter also considers the increasing number of people diagnosed with dementia —
it is now the second leading cause of death in Australia. The report acknowledges that it
is important for those with dementia to have their health care wishes acknowledged and
implemented once they have lost capacity. The report recommends that an expert panel
be appointed to advise government how best to deal with this important issue.

The chapter concludes with recommendations on reform of and education about
advance health directives.

Chapter 3 explores palliative care.

Palliative care is provided to Western Australians as either consultancy, inpatient or
community services.

Evidence from palliative care specialists traversed the trajectories of different ilinesses
at the end of life, the stages of disease and the benchmarking of care undertaken by the
Palliative Care Outcomes Collaboration (PCOC) at the University of Wollongong.

Specialists and individuals highlighted the common symptoms experienced at end of life
and that the provision of palliative care is mostly, but not in all circumstances effective.
Palliative care specialists consistently informed the committee that people should be
referred early in the trajectory of a disease and that there is a need for education of both
the public and health professionals about the benefits of palliative care.

Whilst Australia is regarded as having one of the best palliative care systems in the world,
the committee heard evidence of barriers to effective end of life care including a general
unwillingness to discuss death, uncertainty about what palliative care could offer and
the difficulties in accessing and navigating palliative care services.

Coordination of palliative care in Western Australia is also problematic, particularly when
patients move between community care and inpatient care in hospitals.

The committee heard evidence of challenges facing the delivery of palliative care for
some Aboriginal people in Western Australia, including distance and isolation. This
means access to specialist palliative care is difficult and services sometimes conflict with
cultural practices and beliefs concerning death. Unsurprisingly, witnesses confirmed that
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Aboriginal people want choice about where they will die, including the preference of
some to die on country.

Specialist palliative care is only one part of the broader care landscape and palliative care
needs to be integrated with other medical services.

The committee found it difficult to ascertain exact public expenditure on palliative care
in Western Australia. The report recommends the appointment of an independent
auditor to assess actual palliative care activity and precise expenditure in consultancy,
inpatient and community services across Western Australia.

The chapter outlines the limitations of palliative care — this reality became clearer as
more witnesses gave evidence of their experience of the death of those close to them.
Some gave confronting evidence about the suffering of their loved ones, despite
receiving the best palliative care available. Witnesses also told of the prolonged suffering
associated with particular diseases. Motor neurone disease, Huntington’s disease,
Parkinson’s disease and dementia can involve suffering over many months and
sometimes years prior to death.

The report notes that suffering is not just about pain and it is both subjective and context
dependent. The committee accepts there are profound philosophical differences on the
meaning and value of suffering. The report acknowledges different positions can and
should be respected following any decision to legislate for assisted dying.

The report makes a number of recommendations on improving understanding of and
access to palliative care.

Chapter 4 addresses the lawful options currently available to those with grievous and
irremediable suffering.

It became apparent that health professionals would benefit from increased education
on the right of a competent patient to refuse medical treatment and the right to refuse
food and water. Some health professionals appeared ambivalent about whether these
rights were absolute or conditional. However, the law is clear that a competent individual
has an absolute right to refuse medical treatment or refuse food and water, regardless
of how unreasonable it may seem to others.

The report recommends further training for health professionals in these areas of law.

Another decision taken at end of life is when treatment is determined to be futile.
Doctors are not obliged to administer futile treatment and can unilaterally decide — in
the exercise of good clinical judgment — to withdraw or withhold treatment. Witnesses
described how these decisions are difficult for both health professionals and for their
patients.
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The committee also heard evidence in relation to the practice of terminal sedation,
sometimes referred to as palliative sedation. When a patient is dying, and severe adverse
symptoms are unable to be relieved by other treatments, doctors will sometimes provide
a patient with sedation until death. Hydration and nutrition is also withdrawn and the
patient enters a coma state prior to dying.

Terminal sedation is not a universal practice and some doctors do not consider it an
appropriate or even lawful treatment at end of life. However, WA Health, UWA medical
school, the AMA (WA Branch) and a number of academic witnesses and health
professionals all gave evidence that it is a lawful treatment offered right at the end of
life for some patients with refractory symptoms.

The report notes the confusion amongst the health profession and recommends that WA
Health provide clear guidelines about terminal sedation. The report also recommends
that the practice be formally noted in the patient’s medical record.

Chapter 4 also deals with the ethical doctrine known as double effect and concludes that
section 259 of the WA Criminal Code operates as a defence to prosecution for doctors
treating patients at end of life, providing they do so in good faith and with reasonable
care and skill (by reference to the patient and the surrounding circumstances).

The report looks in detail at coronial data of suicides where the person was diagnosed
with a terminal or debilitating illness.

The report acknowledges that the causes of suicide are multifactorial but it is clear that
some people take their lives due to grievous and irremediable suffering. The committee
was provided with data from the State Coroner that demonstrates as many as 10 per
cent of suicides each year in Western Australia are carried out by people suffering with
terminal, chronic or neurological conditions. In addition, the committee heard direct
personal and tragic evidence about people who attempted or completed suicide due to
a terminal or debilitating condition — often using violent means.

Fear of losing physical or mental capacity at some later stage leads some individuals to
suicide before that loss occurs, cutting short their lives.

Chapter 4 also considers unlawful practices at end of life that currently occur. One survey
of Australian doctors revealed that as many as 35 per cent of doctors had, at the request
of their patient, administered medication to bring on death.

The chapter concludes that the lawful options at end of life are not adequate. Individuals
continue to suffer needlessly. Many people would value the opportunity to put their
affairs in order and spend valuable time with loved ones, knowing they had some control
over the manner and timing of their death.
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Chapter 5 examines the international experience with assisted dying and provides an
overview of the legislation, the models of assisted dying and recent statistics in nine
overseas jurisdictions.

Examination of the international experience of legislating for voluntary assisted dying
tells us that:

e gaining legislative support has been a difficult and lengthy process;
e access to assisted dying cannot be gained without satisfying rigorous prerequisites;

e more than one doctor must assess the person to confirm eligibility criteria are
satisfied;

e cancer is by far the most common iliness driving requests for assisted dying;
e the ‘slippery slope’ is not a valid argument against assisted dying;

e the introduction of a legal framework for regulating end of life decision making
reduces the level of unlawful activity;

e thereis no evidence that vulnerable groups, including people with disabilities, are at
heightened risk of assisted dying; and

e reports of suicide contagion are not supported in the evidence.

Chapter 6 reviews legislative reform and attempts for reform in other Australian
jurisdictions. Between June 1993 and April 2016, 51 bills dealing with assisted dying were
introduced into the various Australian parliaments at Federal, State and Territory level.
Since then a further three bills have been introduced in New South Wales, Victoria and
Tasmania.

In 1995, the Northern Territory became the first jurisdiction in the world to legislate for
assisted dying. Four people accessed assisted dying under the Rights of the Terminally Ill
Act 1995 before the legislation was overturned by the Commonwealth Parliament in
1997.

In November 2017, the Victorian Parliament passed the Voluntary Assisted Dying Act
2017, which will come into effect in June 2019. Similar to the North American
jurisdictions, the Act requires the person requesting assisted dying to meet stringent
eligibility criteria. This includes that the request must be voluntary and repeated, and a
person must have a prognosis of 6 months until death, unless suffering with a
neurological condition, in which case it is 12 months until death.
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In their evidence to the committee, assisted dying proponents were overwhelmingly
positive about the Victorian government’s achievement in establishing a legislative
framework. However, the same witnesses sounded a warning about the limitations of
the legislation. The legislature’s concern to build as many safeguards into the law as
possible created a model that was in the view of the witnesses, overly restrictive and in
the end, may not help people who need it most.

It was also clear to the committee that private members bills are rarely successful. The
committee found that any bill seeking to introduce a legislative framework for assisted
dying in Western Australia will require government support, and should be developed
with the expertise and resources of government.

Chapter 6 examines five key elements of the Victorian Act — expected time until death,
initiating discussions with patients, capacity assessment, personal objections of health
professionals and bureaucratic approvals.

These elements are considered further in Chapter 7.

In light of the evidence contained in the previous chapters, it is appropriate to make
provisions for Western Australians to have the option of voluntary assisted dying. This is
consistent with community expectations and will give effect to patient autonomy.
Equally, it will assist people who experience grievous and irremediable suffering at end
of life.

The chapter explores the various models for reform — rights based change (as per the
Canadian legislation); reform to the Criminal Code (as per the Benelux countries);
prosecution guidelines (as occurs in the UK) and the preferred approach of legislative
reform (as per the North American jurisdictions and Victoria).

Legislative reform offers an approach that removes assisted dying from the realm of the
criminal law. It also provides certainty for patients and their doctors.

The chapter explores eligibility and concludes that the legislation should provide for
specific criteria before a person is able to access an assisted dying service.

The committee recommends death must be a reasonably foreseeable outcome of the
condition and the condition must be advanced and progressive. Expected time until
death should not be a feature of the Western Australian legislation unless it is clinically
indicated.

The chapter concludes with a framework outlining elements to be considered for
assisted dying legislation.

The report recommends that the Minister for Health establish an expert panel to consult
with significant stakeholders and provide advice to the Western Australian Government
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for the development of legislation in accordance with the recommended framework. See
page 225 for the committee’s recommended framework.
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Ministerial Response

In accordance with Standing Order 277(1) of the Standing Orders of the Legislative
Assembly, the Joint Select Committee on End of Life Choices directs that the Premier,
Minister for Health and the Attorney General report to the Assembly as to the action, if
any, proposed to be taken by the Government with respect to the recommendations of

the Committee.
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Findings and Recommendations

Finding 1 Page 46
There is a very low uptake of advance health care planning instruments in Western
Australia. This is due, at least in part, to poor understanding amongst health
professionals and the general community.

Finding 2 Page 46
There are many reasons why there is low uptake of advance care planning instruments,
not least of which is the natural reluctance to contemplate our own frailty and mortality.
In addition, advance care planning can be a lengthy process and health professionals may
be unprepared to talk about death and dying with their patients.

Finding 3 Page 47

There is widespread evidence that the community and health professionals do not
understand advance care planning, particularly legally binding instruments.

Finding 4 Page 47
Advance care plans and Goals of Patient Care are valuable tools to assist individuals to
plan for future care, and they might be evidence of a verbal common law advance health
directive, but they are not legally binding and do not ensure a person’s preferences can
be honoured during any period of temporary or permanent impaired decision-making
capacity.

Finding 5 Page 47

Some health providers are promoting non-binding ‘advance care plans’ over legally
binding advance health directives, and others are, for various reasons, failing to honour
express health care preferences contained in valid AHDs.

Finding 6 Page 48

The current template for statutory advance health directives and supporting information
is difficult for individuals to complete and can be difficult for health professionals to
interpret.

Finding 7 Page 48

The current template suffers from a lack of guidance for people completing it. In other
jurisdictions, examples are provided. Some of these medical conditions and treatments
include but are not limited to:

e dialysis, antibiotics to treat infections (such as pneumonia and UTls); blood
transfusions; chemotherapy; radiation therapy; intensive care; intubation; invasive
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and non-invasive ventilator support; the activation (and de-activation) of electronic
device implantation for heart failure; transplantation; nasogastric or PEG feeding;
CPR and lifesaving surgery; receiving pain relieving medication which may also have
significant sedating effects and receiving only comfort care.

Finding 8 Page 51
Lawful advance health directives are not stored centrally and are not readily accessible
to health professionals when required.

Recommendation 1 Page 52

The Attorney General, in consultation with the Minister for Health, appoint an expert
panel to review the relevant law and health policy and practice — and provide
recommendations in relation to the following matters:

e the establishment of a purpose-built central electronic register for advance health
directives that is accessible by health professionals 24 hours per day and a
mechanism for reporting to Parliament annually the number of advance health
directives in Western Australia.

e a requirement that health professionals must search the register for a patient’s
advance health directives, except in cases of emergency where it is not practicable
to do so.

e amendments to the current Western Australian template for advance health
directives in order to match, as a minimum, the leading example across Australia,
taking into account Finding 7 (see page 48).

e consider how the increasing numbers of people diagnosed with dementia can have
their health care wishes, end of life planning decisions and advance health directives
acknowledged and implemented once they have lost capacity.

Recommendation 2 Page 53

The Attorney General, in consultation with WA Health, and relevant health professional
bodies, undertake an immediate and extensive program to educate health professionals
about:

e the nature, purpose and effect of advance health directives and enduring powers of
guardianship;

e how to identify a valid advance health directive; and

e how to identify the lawful substitute treatment decision-maker.
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Recommendation 3 Page 53

The Attorney General, in consultation with WA Health, provide greater education for the
wider community about:

e advance health directives;
e enduring guardians; and
e the hierarchy of medical treatment decision-makers.

Recommendation 4 Page 53

WA Health immediately develop a strategy to ensure that when an AHD is provided by a
patient to a hospital, it is easily accessible and stored prominently on the medical record
—until there is a central database.

Recommendation 5 Page 54

The Minister for Health recommends to the Council of Australian Governments an
amendment to the Medicare rebate schedule to include preparation of advance health
directives with general practitioners.

Recommendation 6 Page 54

The Minister for Health report to Parliament annually on the number of advance health
directives held on hospital medical records in Western Australia.

Finding 9 Page 67

Access to inpatient specialist palliative care in Perth is limited.

Finding 10 Page 67

Apart from a small number of private beds at Glenngary Hospital, there is no inpatient
specialist palliative care hospice in the northern suburbs of Perth.

Recommendation 7 Page 67

The Minister for Health should facilitate the establishment of an inpatient specialist
palliative care hospice providing publicly funded beds in the northern suburbs of Perth.

Finding 11 Page 68

Silver Chain is providing community palliative care to more patients than for which it is
funded.

Recommendation 8 Page 68

The Minister for Health should ensure that community palliative care providers, such as
Silver Chain, are adequately funded to provide for growing demand.
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Recommendation 9 Page 74

WA Health should conduct an independent review, from a patient’s perspective, of the
three models of palliative care in Western Australia: inpatient, consultative and
community. The review should examine the benefits and risks of each model and the
accessibility of each across the state as well as the admission criteria for hospice care
(see Finding 18).

Finding 12 Page 75

Access to specialist palliative care in the early stages of a diagnosis might improve
remaining quality of life, mood, resilience, symptom management and allow for death in
the patient’s preferred location. These benefits would be more readily available to
patients if difficult discussions about death and dying took place earlier.

Finding 13 Page 76

More can be done to promote understanding of palliative care in the community and
with health professionals to ensure that more non-cancer patients who could benefit
from palliative care are receiving it.

Finding 14 Page 77

There is inconsistency in the data regarding the number of patients with conditions
amenable to receiving palliative care. This is perhaps reflective of the uncertainty
regarding which diseases or conditions are appropriate for palliative care.

Recommendation 10 Page 78

WA Health should implement a process to determine the unmet demand for palliative
care and establish an ongoing process to measure the delivery of palliative care services
with the aim of making those services available to more Western Australians.

Recommendation 11 Page 79

To improve understanding of palliative care in Western Australia, WA Health should:

e establish a consistent definition of palliative care to be adopted by all health
professionals;

e provide comprehensive, accessible and practical information and education services
about palliative care to health professionals and the community;

e encourage knowledge sharing by palliative care specialists with their generalist
colleagues; and

e establish a palliative care information and community hotline.
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Finding 15 Page 80

In giving priority to Goals of Patient Care, WA Health is elevating these documents as a
form of advanced care planning. This is inconsistent with respect for patient autonomy.
Whilst Goals of Patient Care are a valuable tool for clinicians, advance health directives
are the legal standard for recognising patient preferences when patients cannot speak
for themselves.

Finding 16 Page 81

Access to hands-on specialist palliative care is limited for metropolitan and non-
metropolitan patients.

Finding 17 Page 81
Western Australia has the lowest number of publicly funded inpatient palliative care
beds per head of population.

Finding 18 Page 81
There is a gap in care for people who are seriously unwell but not close enough to death
to be admitted for inpatient hospice care.

Finding 19 Page 83

There is limited access to palliative care medical specialists in regional Western Australia.

Finding 20 Page 83

There is limited medical oversight, coordination or governance of medical palliative care
services across WA Country Health Services.

Recommendation 12 Page 83

The Minister for Health should prioritise policy development and improved governance
structures for the delivery of palliative care by WA Country Health Services.

Recommendation13 Page 83

The Minister for Health should ensure regional palliative care be adequately funded to
meet demand.

Finding 21 Page 87
There are insufficient numbers of primary care workers providing palliative care in
Western Australia.

Finding 22 Page 91

Palliative care activity in Western Australia’s hospitals is not being accurately recorded.
It is important that the extent and cost of palliative care service delivery is clarified.
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Recommendation 14 Page 91

Once a consistent definition of palliative care has been established by WA Health in
accordance with Recommendation 11, the Minister for Heath should appoint an
independent reviewer to audit:

o The level of palliative care activity actually provided in Western Australia’s hospitals
and compare it against the level of recorded palliative care activity.

e The actual spend by WA Health on palliative care on a year-by-year and like-for-like
basis, across all aspects of palliative care provision, including community service
providers, area health services (including WA Country Health Services) and
delineating between inpatient, consultancy and community care.

Finding 23 Page 107

Too many Western Australians experience profound suffering as they die, in part due to
inequitable access to palliative care; however, in the committee’s view, even with access
to the best quality palliative care, not all suffering can be palliated.

Finding 24 Page 113

There is uncertainty among some health professionals regarding the nature of the
absolute right of a competent patient to refuse or consent to medical treatment.

Recommendation 15 Page 113

WA Health should provide ongoing professional development for all health professionals
— beyond undergraduate training — about the right of a patient to refuse medical
treatment. WA Health should also specifically amend the Consent to Treatment Policy to
provide comprehensive information in relation to a competent patient’s absolute right
to refuse medical treatment.

Finding 25 Page 119

A competent person’s absolute right to refuse to eat and drink is clear at law, but not
well understood by some health professionals.

Finding 26 Page 119

In the case of a refusal of food and water by a competent person at end of life, there is
clinical and legal support for the position that it is similar to the refusal of medical
treatment and therefore is not suicide.

Accordingly, in circumstances where a competent patient at end of life has elected to
refuse food and water, it is appropriate that the person be provided with palliative care.
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Recommendation 16 Page 119

WA Health should provide ongoing professional development — beyond undergraduate
training — for all health professionals regarding the absolute right of a competent patient
to refuse food and water. Training should also include those working in aged care.

Finding 27 Page 122

Decision-making in the area of futility of treatment is fraught for patients, families and
health professionals.

Recommendation 17 Page 122

WA Health should provide ongoing professional development — beyond undergraduate
training — for health professionals about the transition from curative to non-curative end
of life care and effective discussions with patients and families about futile treatments

WA Health should consider how it might effectively educate the community about end
of life decision-making, and implement appropriate health promotion in this area.

Finding 28 Page 130

The committee received evidence from government agencies, medical professional
bodies and medical educators providing a consistent explanation of terminal sedation
and its use as an appropriate and lawful treatment option for patients suffering
refractory symptoms at end of life.

There remains some confusion amongst health professionals as to the legal status and
reasonableness of the clinical practice of terminal sedation and this confusion is likely to
result in the denial of adequate symptom relief to some patients at end of life.

Recommendation 18 Page 130

WA Health should provide specific guidelines on the use of terminal sedation by health
professionals for patients at the end of life. These guidelines should include an agreed
name and definition of the treatment.

As per any other medical treatment, the requirement for informed consent must be
clear.

The treatment must be specifically noted in the medical record as ‘terminal sedation’.

Finding 29 Page 138

There was no overwhelming call from the medical profession or the wider community
for amendment to section 259 of the WA Criminal Code.
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Finding 30 Page 138

The doctrine of double effect is an ethical doctrine relied on by some doctors when
providing palliative care at end of life. Although it has not yet been fully determined, it
is likely enshrined as a defence under section 259 of the WA Criminal Code.

Finding 31 Page 138

There is a fine balance in providing protection for both vulnerable patients and the health
professionals who care for them at end of life. Section 259 of the WA Criminal Code gives
appropriate weight to both parties so that all relevant matters can be assessed on a case-
by-case basis.

Finding 32 Page 144

Approximately 10 per cent of all suicides in Western Australia in any year are carried out
by individuals suffering from a terminal or debilitating chronic illness.

Finding 33 Page 146

The prohibition of a peaceful, assisted death has driven some terminally or chronically ill
individuals to suicide using violent means.

Finding 34 Page 146

Some individuals who suicide under these circumstances are driven to take their lives
early. All deaths under these circumstances are tragic and very often traumatic and
distressing to family, friends and first-responders.

Finding 35 Page 146

It is impossible to quantify the number of people who attempt suicide and fail. However,
there is evidence that many do and are left further debilitated.

Finding 36 Page 148

Western Australians want to be able to exercise choice in dying. If there is a choice
between a death accompanied by prolonged suffering and a death that is without such
suffering, most Western Australians would choose the latter.

Many people would value the opportunity to put their affairs in order and spend valuable
time at the end of their lives with the people they love, knowing they had some control
over the manner and timing of their death.

Finding 37 Page 171

Itisincorrect to describe the availability of euthanasia for mentally unwell persons in the
Netherlands and Belgium as eventuating as a type of slippery slope through which an
initially conservative approach to euthanasia was eroded over time. Since the practice
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was legislated for in both countries, eligibility for assisted dying has included persons
suffering from mental illness.

Finding 38 Page 173

Although Belgium expanded its law to make euthanasia available to legally competent
minors in 2014, this should not be seen as supporting the slippery slope argument that
further expansion of the assisted dying laws is somehow an inevitability. The experience
in Oregon, where the law has undergone no change or expansion since its introduction
in 1997, demonstrates the invalidity of any attempt to apply a universal slippery slope
argument.

Finding 39 Page 174

The published evidence does not support claims that legalisation of assisted dying results
in an inevitable move toward the erosion of safeguards and an increase of non-voluntary
euthanasia. Indeed, the evidence supports the opposite conclusion — introducing a legal
framework for assisted dying reduces the incidence of unlawful activity, including non-
voluntary euthanasia.

Finding 40 Page 179
It is possible to distinguish temporary suicidal ideation from an enduring, considered and
rational decision to end one’s life in the face of unbearable suffering. Given this
distinction, there is no inconsistency in ongoing suicide prevention campaigns and a
decision to legislate for the introduction of a targeted assisted dying framework.

Finding 41 Page 180

The evidence supporting claims that suicide rates have increased in United States
jurisdictions following the legalisation of voluntary assisted dying is disputed in academic
literature.

Finding 42 Page 181

Having weighed the evidence, the committee concurs with findings by similar
parliamentary inquiries in Victoria and Canada that risks can be guarded against and
vulnerable people can be protected.

Finding 43 Page 198

With the exception of the Northern Territory, where the bill was introduced by the Chief
Minister, private members’ bills seeking reform to end of life laws have failed to pass any
Australian parliament.
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Finding 44 Page 199

Any bill seeking to introduce a legislative framework for assisted dying in Western
Australia would require government support along with the expertise and resources of
government.

Recommendation 19 Page 199

The Minister for Health should ensure that any bill to introduce a legislative framework
for voluntary assisted dying is introduced by the government.

Finding 45 Page 199

With regard to timeframes, whatever model of assisted dying is enacted in Western
Australia should reflect the best possible clinical practice.

Finding 46 Page 200

In other jurisdictions, health professionals are afforded the opportunity to not
participate in voluntary assisted dying services.

Recommendation 20 Page 201

The Minister for Health should ensure that health professionals are not compelled to
participate if any voluntary assisted dying framework is developed for Western Australia.

Finding 47 Page 206

An expert panel including health and legal practitioners and health consumers would
assist in the development, consultation and implementation of legislative reform to
allow for voluntary assisted dying.

Finding 48 Page 206

An expert panel would be assisted in its considerations by a framework that canvasses
the issues considered by this committee

Recommendation 21 Page 206

The Minister for Health establish an expert panel including health and legal practitioners
and health consumers to undertake consultation and develop legislation for voluntary
assisted dying in Western Australia, and that this report, together with the Framework
contained at the end of Chapter 7, be considered by that Panel.

Finding 49 Page 209

The best model for reform in Western Australia is a discrete legislative framework that
is contained in a stand-alone Act making voluntary assisted dying legal.
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Finding 50 Page 214

A criterion of advanced and progressive terminal or chronic or neurodegenerative illness,
that is causing grievous and irremediable suffering for the person, would be sufficient
without a prescribed timeline until death.

Recommendation 22 Page 214

The Minister for Health should ensure that legislation require that death be reasonably
foreseeable as a consequence of the condition.

Recommendation 23 Page 214

That the Minister for Health ensure the eligibility requirement in the legislation include
that the person is experiencing grievous and irremediable suffering related to an
advanced and progressive terminal, chronic or neurodegenerative condition that cannot
be alleviated in a manner acceptable to the person.

Finding 51 Page 217

An individual must have decision-making capacity at the time of their request in order to
be eligible for voluntary assisted dying.

Finding 52 Page 217

Individuals wishing to access voluntary assisted dying in Western Australia must be either
a citizen or permanent resident of Australia ordinarily resident in Western Australia, as
defined by the expert panel.

Recommendation 24 Page 225

The Western Australian Government develop and introduce legislation for voluntary
assisted dying having regard to the recommended framework and following consultation
with the Panel established under Recommendation 21.
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Chapter 1

Introduction

Profound suffering characterises too many Western Australian
deaths

Every Western Australian alive today will die, and around 90 per cent of us will live
beyond 65 years of age.! Death and ageing are therefore an inevitability, as much a part
of our lives as breathing or thought.

Dying and aging are a shared human experience, but they will occur differently for
everyone. For some, death will be gentle, surrounded by family and friends. For others,
death will be accompanied by suffering after a long struggle with illness that will have
extracted a heavy toll — on not only the deceased, but also the ones they love.

In other words, some of us will have a good death while others will not.

This report, which is the culmination of 12-months of work by a cross-party committee,
has been focused on good deaths — and how to make them more common — whilst
hearing many distressing and very personal stories from members of the community as
they recounted the deaths of their loved ones, both good and bad.

The report reflects community sentiment that people should have a greater range of
options at end of life. Indeed, Australians have long accepted that people should be free
to chart their own course, and make their own decisions, such that they can lead a good
life, and one of their own making. Significant numbers of Australians have adopted
similar attitudes regarding death and dying.

Lawmakers around Australia — and in this parliament — have been less willing to follow
their constituents when it comes to allowing people to make their own choices to seek
a good death. It is the lawmakers to whom this report is directed; it is they who must
ultimately make the decision to change the law in Western Australia.

The report is not about death, but it is about the process and experience of dying for
people while they are still living. Very few people want to die, and it is easy to find stories
of people who overcome incredible odds to remain alive. It is also true that a desire for
death, in the face of a terminal prognosis and irremediable suffering, can be a rational
choice. It is a choice already exercised by many Western Australians. People with

1 The Actuaries Institute, Actuaries Institute disappointed that Super Guarantee increase frozen,
available at:
https://www.actuaries.asn.au/Library/MediaRelease/2014/140903RetirementPolicyPosition.pdf
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terminal or other life limiting illnesses who choose to end their lives often do so alone
and in secret, sometimes violently. For those who no longer have the physical capability
to take their own lives, they can choose to withdraw from medical treatment and they
can choose to forgo food and water. These deaths, typically in a hospital, and involving
the administration of high doses of medication, can be drawn out, interspersed with
bouts of delirium and, in many cases, consumed by suffering that is unresponsive to
clinical intervention.

It became clear during the course of the inquiry that profound suffering continues to
characterise too many deaths in Western Australia. It is time that our laws provided a
humane choice for those who do not wish their final weeks and months to be consumed
by such suffering.

There have been numerous attempts at reform to end of life options

There have been six attempts at passing legislation through the Western Australian
parliament to allow for some type of assisted dying.? All have been private members’
bills, meaning that the proposed legislation was not developed with the backing of the
government and its vast resources. The earliest attempt in Western Australia was made
in 1997 and the most recent in 2010. None of these bills were introduced by a member
from a major political party — it has been the Australian Democrats and the Greens (WA)
that have introduced bills into the Western Australian Parliament.

The earliest evidence in Western Australia’s parliamentary record of community
lobbying for changes to the law can be found in the Hansard for 1 April 1981. The Hon.
WM Piesse, a National Country Party member, explains that she had received
correspondence from the Western Australian Voluntary Euthanasia Society:

The plea of the society, with some justification as they see it, is that
people should be allowed to exit from this world without the stigma at
law of having committed suicide, or they should be helped out by
somebody, and it should not be called — “murder" or "manslaughter”.3
It is perhaps not surprising that community action in support of assisted dying began to
formalise in the early 1980s. This period coincided with the end of what is known as the
golden era of antibiotics, a period in which rapid developments in antimicrobial medicine
brought to an end the rampancy of infectious disease.* With control over infectious
disease, the nature of death and dying changed.

2 See Appendix Six.

3 Hon WM Piesse, Member for Lower Central, Western Australia, Legislative Council,
Parliamentary Debates (Hansard), 1 April 1981, p. 375.

4  W.A. Adedeji, ‘The Treasure Called Antibiotics’, Annals of Ibadan Postragduate Medicine, vol. 14,
no. 2, 2016, p.56.
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The nature of patient relationships with doctors and other health professionals has also
changed. By the 1960s, patient attitudes underwent a significant shift away from
paternalistic notions of medical beneficence towards respecting patient autonomy and
choice.> The demand for choice in the face of terminal illness and irremediable suffering
is a reflection of the continued shift toward respecting patient autonomy in medical
decision making.

Polling suggests there is widespread community support for changing the law to allow
for assisted dying, and political debate to legislate for such change has become more
common since the mid-90s.° The increase in public support for assisted dying as captured
in polling (refer to Figure 1.1) also seems to have coincided with the change in the nature
of death that took place during the second half of the twentieth century.

Figure 1.1: Polling summary from Dying for Choice demonstrates the consistently high levels of support for
assisted dying in Australia over many decades.’”

Public attitudes to assisted dying over time
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5  Edmund D. Pelligrino, Patient and Physician Autonomy: Conflicting Rights and Obligations in the
Physician-Patient Relationship, Journal of Contemporary Health Law and Policy, vol. 10, no. 1,
1994, p. 47.

6  See Appendix Six.

7  Adapted with permission from the presentation made by Mr Neil Francis, Dying for Choice,
during a public hearing with the committee, 9 April 2018.
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Modern experiences of death and dying

Since the beginning of the 20t century, death has become less arbitrary and more
predictable. In Australia in the early 1900s, 25 per cent of the population died before
their fifth birthday and only five per cent lived beyond 85 years. By 2011, only one per
cent of the population died before the age of five and around 40 per cent died after age
85.8 This remarkable turnaround has had a profound effect on how people die.

In the United States, for example, the leading cause of death has shifted from infectious
disease to cardiovascular disease, cancer and stroke.? The same is true in Australia,
where most people can expect to die because of some type of chronic disease or illness.*?

As a result, for most people in Australia, the process of dying is longer than ever before
and involves an ‘extended deteriorative decline’.! The fact that modern deaths are
materially different to those in the past is a relevant consideration for any debate about
introducing assisted dying. The charts below have been adapted from data from the
Australian Institute for Health and Welfare and illustrate key statistical information
about modern deaths in Australia.

In figure 1.2, the rapid and sustained decline in the rate of child deaths in Australia during
the course of the 20% century is clear.

Figure 1.2: Child death rates have fallen dramatically in Australia over the previous 100 years

Child (aged 0—4) death rates (deaths per
100,000 population), 1907-2014
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Figure 1.3 shows that, in 74 per cent of all deaths in Australia were people aged over 70.

8  Grattan Institute, Dying Well, Melbourne, September 2014, p. 5.

9  W.A. Adedeji, 'The Treasure Called Antibiotics', Annals of Ibadan Postgraduate Medicine, vol. 14,
no. 2, 2016, p. 56.

10 Grattan Institute, Dying Well, Melbourne, September 2014, p. 5.

11 Penney Lewis, Assisted Dying and Legal Change, Oxford University Press, London, 2007, p. 3.
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Figure 1.3: 25 per cent of Australians are under the age of 70 at the time of death

Age at death (2014)
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1219 In figure 1.4, it is clear that chronic illness is the leading cause of death amongst
Australians.

Figure 1.4: Chronic illnesses are the most common cause of death in Australia
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This Inquiry
Formation of the committee and Terms of Reference

This committee is a joint House committee consisting of members from both the
Legislative Assembly and the Legislative Council. Its eight members — four from each
House — were appointed by the parliament. The committee was established on
23 August 2017, following agreement from both Houses.

The committee’s Terms of Reference (see Appendix 1) were debated in both the
Legislative Assembly and the Legislative Council. The committee has been asked to
inquire into the ‘need for laws in Western Australia to allow citizens to make informed
decisions regarding their own end of life choices’. In doing so, the parliament asked the
committee to pay particular attention to:

e current medical practices for those at the end of life, including palliative care;
e international and interstate experiences and recent reforms;
e possible legislative changes; and

e the role of advance health directives and enduring powers of guardianship and
attorney.

The parliament asked the committee to report by 23 August 2018.

Submissions and other evidence

The committee held its first meeting on 4 September 2017, at which the committee
resolved to advertise a public call for submissions. At a subsequent meeting, the
committee identified a comprehensive list of stakeholders associated with end of life
care and asked for their input into the inquiry. The committee is grateful to each
organisation and individual that assisted the inquiry by making a submission, appearing
at a hearing to give evidence, or providing expert information via the committee
secretariat.

During the 12-month period in which the committee has operated, 796 items of
correspondence were accepted as evidence to the inquiry. This includes:

e 685 submissions;
e 47 supplementary submissions; and
e 64 answers to questions on notice or clarifications from hearings.

The sheer volume of evidence presented some challenges to the committee and its staff,
but the high quality input of experts and the broader community added immeasurably
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to the committee’s report. To the greatest extent possible, the committee has made all
evidence it received publicly available via the inquiry’s website. In a small number of
cases, the committee chose not to release evidence — most often at the request of the
person providing the evidence.

The committee has drawn upon the evidence received during the course of the inquiry
extensively throughout this report. Even if not specifically referenced in the pages that
follow, submitters should know that their evidence was considered closely and helped
to inform the committee’s deliberations and its findings and recommendations.

In addition to the information made available in submissions, the committee also made
use of the vast and comprehensive academic literature regarding end of life care. A full
bibliography of the sources relied upon by the committee can be found at Appendix 8.

Analysis of submissions

Given the volume of submissions received, the committee has undertaken to provide a
quantitative overview in order to provide some insight into the nature of the information
before the committee as it deliberated on the report and its findings and
recommendations.

As figure 1.5 demonstrates, 56 per cent of the submissions were opposed to introducing
voluntary assisted dying legislation. 35.5 per cent were supportive of legislative change,
and 8.5 per cent expressed no view on the issue.

Figure 1.5

Posititions expressed on assisted dying in
submissions

m |n favour Against = No opinion

Some of the most powerful evidence received by the inquiry came from people who
chose to share the personal experiences of a loved one as they died from a terminal or
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life limiting illness. The committee also heard from people who themselves were facing
death as a result of illness. These personal stories were significant; they helped the
committee translate clinical descriptions into real stories expressed by people facing
incredibly difficult circumstances. As figure 1.6 shows, those in favour of assisted dying
reform were significantly more likely to include details of a personal experience with
death or terminal illness in their submissions than those who were opposed to change.
Indeed, 39 per cent of those in favour of assisted dying reform in Western Australia
shared their stories with the committee, whereas 13 per cent opposing reform provided
similar detail in their submissions.

Figure 1.6

In favour Opposed

39
= Without personal experience = Without personal experience
Personal Experience Personal Experience

The committee also received a large number of pro forma submissions from both
opponents and supporters of assisted dying law reform. The committee identified 12
distinct types of pro forma submission. In total, 210 pro forma submissions were
accepted by the committee — 56 per cent of these were opposed to reform; 30 per cent
were in favour; and 14 per cent expressed no view (see figure 1.7).
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Figure 1.7

Pro forma submissions (percentage)

No position
14%

Opposed
559% In favour

31%

= No position = In favour = Opposed

1231 Not all submitters expressed a view either in favour or in opposition to assisted dying,
and some submissions were made on behalf of organisations that maintained a neutral
stance on the question of change to the law. In those submissions where an opinion was
expressed by individuals, women were more likely than men to support assisted dying.
The reverse was true for opponents to changing the law, with men more likely to oppose
change.

132 Sixty-eight per cent of all submissions from individuals expressing support to change the
law came from women. For those opposing change, it was a much closer split: 49 per
cent of submissions came from women.

Figure 1.8

In favour Opposed

Male

32%

Female
49%

Male
51%
Female
68%

= Female = Male = Female = Male

133 While few submitters chose to provide their age with their submission, the average age
of submitters in favour of assisted dying (amongst those who chose to provide the
information) was much higher than those opposing change.
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Average age of submitters in favour of assisted dying  Average age of submitters opposing assisted dying

Thematic issues contained in submissions

As noted above, the large number of submissions received during the inquiry means that
it has not been possible to directly quote every person or organisation that has provided
evidence. However, the committee has prepared a thematic summary of the issues most
commonly highlighted in submissions as they relate to the inquiry’s Terms of Reference.
That summary is provided over the following pages.

Western Australia’s current laws

Adequate Inadequate
eCurrent laws are adequate for WA citizens eDoctors are hamstrung by the existing laws.
to make end of life decisions. eThe current laws are inhumane and cruel.
eThere is no need to change the laws, as oThe law does not keep up with medical
terminal sedation is already available for advances.
those at the end of life with extreme eLaws around murder, manslaughter and
suffering. assisting suicide need to be modified to
eThere is discretion to prosecute so the allow for VAD.
current system works. oEighty per cent or more of Australians have

consistently expressed support for laws
permitting assisted dying.

WA needs a third party statutory
authority/end of life service to provide
training, guidance and direction.

o|f euthanasia is permitted the laws must be
drafted broadly enough to provide for
people with MND, MS and other
progressive degenerative conditions.

Advance Health Directives (AHDs) and Enduring Powers of Guardianship (EPG)

Adequate Inadequate

oThe laws on AHDs and EPG make sufficient | eStatic instruments are available but more
provision for citizens. flexible and supportive decision making
forms are required.

eThere are increasing numbers of patients
with complexities and comorbidities who
have reduced capacity to plan their end of
life process.

oWA needs more education and community

discussion about planning for end of life.

10
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eGenerally, there is very poor communication
between medical staff and families when
someone is dying.

eDoctors should be bound by AHDs & EPGs.

Palliative care

Adequate

Inadequate

eHigh quality palliative care is available to
terminally ill people — people never die in
agony.

ePalliative care has significantly improved
over time.

eModern medicine means that palliative care
can minimise the discomfort and suffering of
the dying.

eEuthanasia should not be a substitute for
palliative care — funding and research should
continue.

eThe government needs to increase
palliative care funding in WA.

ePeople have suffered terribly right at the
end of life and palliative care was not of
assistance in reducing the suffering.

oThe availability of palliative care options is
limited by socio-economic status or
residential location.

ePalliative care services are very limited.

Voluntary assisted dying

For

Against

ePeople have experience of family members
who have attempted, or succeeded in,
suicide through terrible means because they
were not offered lawful assisted dying.

oStop the horror of people dying with
uncontrollable pain.

eWhy should people with serious illnesses or
disease be condemned to years of misery?

ePeople can take days and even weeks to die
after nutrition and hydration is withdrawn.

eTerrible deaths leave terrible suffering for
those left behind.

oNo period of intolerable suffering is
acceptably short.

ePeople want reliable and peaceful means to
end their life.

e\We treat our pets more humanely.

eMandatory psychiatric assessments of VAD
patients are unnecessary.

eThere should be real choice at end of life for
terminally ill people.

ePeople want the right to decide when and
how their life will end.

ePeople should be able to choose how they
end their life — it is a personal decision and it
is not right for some to dictate how others
will die.

e|ntense pain should not be the only criteria
for assisted dying — people who lack

oEven with terrible suffering lives are worth
living.

oSuffering is part of life and there are real
benefits.

ePeople have peaceful deaths under the
current laws with palliative care services.

eLegalising euthanasia would encourage
increasing numbers of suicides.

eWe shouldn’t be considering euthanasia
until we have developed adequate
palliative care services.

ePeople facing difficult circumstances may
want to end their life but change their
mind when circumstances improve.

ePeople with temporary depression should
be encouraged to become well and not
offered assisted dying.

eAssisted dying can never be safe and
voluntary.

eSafeguards are not safe. It is not possible
to draft all necessary safeguards into the
legislation.

eThere is a slippery slope — if euthanasia is
brought in there will be an increase over
time in the categories of people to whom
it will be applied.

eThere have been significant changes to
euthanasia laws in overseas jurisdictions

since the passing, and subsequent repeal,

11
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autonomy, are completely dependent and
who no longer wish to live should be given
the option to end their life.

eMany of the older generation want legal,

eIndividuals should have the right to choose.

ePatients have to be lucky to find a doctor
who will provide terminal sedation.

eMoney should not be wasted on keeping
alive people who are ready to die.

eExpenditure during the final 6 months of life
is exponentially greater than throughout the
rest of a person’s life.

oSlippery slope does not exist — in other
jurisdictions deaths from euthanasia have
remained around 4 per cent.

eDisability or mental illness should not
automatically exclude individuals from
assisted dying.

eDoctors are already making the choice to
stop nutrition and hydration — those choices
should not be in their hands.

eDoctors are constrained and unable to help
due to the current law.

eMedical profession needs greater support
and clarity.

eMedical practitioners should have the right
to opt out if laws permitting euthanasia are
enacted in WA.

reliable and peaceful means to end their life.

of the Rights of the Terminally Ill Act 1995
NT.

o|n overseas jurisdictions many people are
involuntarily euthanased.

eParticular groups in the community need
referral to palliative care services.

ePeople who can’t speak for themselves
need better palliative care.

oSick and elderly will be coerced into dying.

eVulnerable groups such as the disabled,
mentally ill, aged and frail will be at risk if
the laws are changed.

o|f euthanasia is allowed the elderly will see
themselves as a burden.

ePeople don’t understand that disabled
people value their lives, and have a quality
of life they enjoy.

oEvery life has intrinsic value — every life is
sanctified. It is for God to decide when we
die and not for us to play God.

eThere need to be more conversations and
consultation before deciding on
euthanasia laws.

eDoctors are bound by the Hippocratic oath
to heal and not harm.

Public hearings

Commencing in December 2017, the committee conducted an extensive round of public

hearings in Perth and the Great Southern.?? In total, the committee held 81 hearings and

took evidence from 146 witnesses. In total, the committee spent over 80 hours hearing

directly from witnesses as they provided evidence to the inquiry. As with the

documentary evidence received, transcripts and video recordings of the hearings are

available on the inquiry’s website. In a small number of cases, witnesses were permitted

to give evidence confidentially, usually in order to protect their privacy as they provided

highly personal stories of the deaths of loved ones. Broadly speaking, the witnesses

belonged to one or more of the following categories:

e Public health officials representing WA Health across a range of health service

delivery areas.

e Advocates, both for and against, voluntary assisted dying.

12

12

Public hearings were planned for the Kimberley region; however, no witnesses came forward.
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e Individuals telling their stories, some in favour of assisted dying and others opposed.
e  Palliative care specialists.

e Medical professional bodies, for example the Australian Medical Association (WA).
e Academics in public health or health law.

To the greatest extent possible, the committee provided witnesses with questions in
advance of their appearance. This was intended to assist witnesses prepare responses
and ensure that the evidence gathered was of a high quality.

The committee extends its thanks to all who made the time to contribute via the hearings
process. The high quality of the evidence received as a result has helped to both shape
this report, and to refine members’ thinking on the issues.

Other evidence gathering

An important element of the evidence gathering process took place during site visits to
a number of health care settings in Perth, the Great Southern, and the Kimberley.

In Perth, the committee:

e visited Silver Chain’s Service Centre, each member then accompanied a Silver Chain
nurse on a community patient visit;

e toured the Brightwater high-care facility that provides residential care for people
with advanced Huntington’s disease;

e met with the palliative specialist team and the clinical team who have oversight of
the Metropolitan Palliative Community Care Service;

e toured the inpatient palliative care ward at Bethesda Hospital; and

e accompanied a palliative care specialist during his ward round at Sir Charles Gairdner
Hospital.

In the Great Southern, the committee:

e heard from local members of the community about their experience with palliative
care;

e visited the hospital and hospice in Albany;
e toured a residential aged-care facility and met with staff and residents;

e visited the Denmark Hospital; and

13
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e met with local health professionals and WA Health officials to discuss the practical
aspects of the provision of palliative care.

In the Kimberley, the committee:

e met with the staff of the Derby Aboriginal Health Service to discuss the services they
provide;

e visited the Derby Regional Hospital;

e visited Mowanjum Aboriginal community, and met with locals and the community’s
manager;

e visited the Broome base of the Royal Flying Doctor Service and met with the on-call
consultant emergency physician and the on-call clinical nurse specialist;

e met with the Kimberley Palliative Care Service in Broome; and

e toured a 55-bed residential care facility that provides both low and high care
options.

Consideration of jurisdictions with legalised assisted dying

Several jurisdictions in Europe and North America have already legislated for assisted
dying. The committee did not conduct visits to these jurisdictions; however, there is a
wide-array of high quality reporting on practices in a variety of media including peer-
reviewed journals. The reporting covers most aspects of assisted dying reform and the
diverse views on the practice are represented, particularly in academic writing. The
committee made extensive use of this published material in its consideration of the
international experience with assisted dying.

Modern communications technology, including video conferencing, also allowed the
committee to conduct hearings with witnesses located outside of Australia, including
those who provide assisted dying services.

A note about the Australian Medical Association

The committee maintained a lengthy dialogue with the Australian Medical Association
(WA Branch) (AMAWA) from the commencement of the inquiry. As an important body
representing the interests of doctors in Western Australia, the AMAWA was one of the
first organisations invited to provide a submission to the inquiry.

The AMAWA gave evidence at two hearings — the first in February 2018, the second in
May. The second hearing gave the AMAWA an opportunity to report on the outcome of
a symposium it hosted for its membership on end of life choices. The AMAWA made it
clear in its submission and when giving evidence at hearings that it is opposed to the

14
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introduction of assisted dying in Western Australia.!® It also acknowledged that there are
a range of views within its membership, and the broader medical profession, about the
issue. This fact is certainly reflected in the committee’s experience —a number of doctors
from a range of specialities gave evidence to the inquiry in support of reforming the

law.14

The AMAWA also strongly indicated that any legislation introducing assisted dying in
Western Australia should be developed in consultation with the medical profession.®
The committee agrees, and has recommended the formation of a panel comprising
experts in law, medicine and health consumers to develop the legislation and an
associated implementation framework.

The AMAWA'’s evidence

The AMAWA held a symposium on 5 May 2018 looking at a range of end-of-life care
issues, including the current state of palliative care and discussion on voluntary assisted
dying. The symposium was not a debate on the pros and cons of voluntary assisted dying.

The AMAWA indicated that the public is telling the medical profession that their
experiences of end of life are not what they should be. Their view is that this meant that
change was required to palliative care, principally that more resources are required. In
particular, the funding model for palliative care needs to change — the patient’s care
journey must be captured no matter whether they are interacting with primary, hospice,
or hospital care. The model should promote the ability for clinicians, patients and
families to have the time to discuss advance care planning. 1

Communication and coordination was identified as a big issue. Patients may be receiving
good palliative care in the community but when a crisis occurred, patients are thrust into
the hospital environment. The emphasis shifts to curing and fixing problems instead of
providing comfort care. The AMAWA also identified the need to properly integrate
palliative care into all areas of medical care.'’

The AMAWA invited international speakers to the symposium. Each had direct
experience with end of life care and held views on either side of the assisted dying

13 Submission No. 685 from Dr Omar Khorshid, President, Australian Medical Association (WA),

15 February 2018, p. 1; Dr Omar Khorshid, President, Australian Medical Association (WA),
Transcript of Evidence, 18 May 2018, p. 13.

14 See for example, Dr Alida Lancee, Member, Doctors for Assisted Dying Choice, Transcript of
Evidence, 3 March 2018, p. 2; Dr Rodney Syme, Medical Practitioner and Vice President of Dying
with Dignity Victoria, Transcript of Evidence, 13 April 2018, p. 2.

15 Submission No. 685 from Dr Omar Khorshid, President, Australian Medical Association (WA),

15 February 2018, p. 5.
16 Dr Omar Khorshid, President, AWA (WA Branch), Transcript of Evidence, 18 May 2018, p. 3.
17 Dr Omar Khorshid, President, AWA (WA Branch), Transcript of Evidence, 18 May 2018, pp. 2-3.
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debate. The AMAWA relayed to the Committee the views of their international speakers
but wanted to give the strong message that:

if we go in this direction, any doctors that are involved should opt in to
be involved and they should receive mandatory training—that is,
training in the laws, obviously, to make sure that they are crystal clear
on their responsibilities—that they have specific training in having the
discussions, because these are really, really important discussions, and
that they receive training in the methods that are going to be utilised to
end somebody’s life, and that they are also formally connected to a
support system to make sure that they are not harmed as individuals.*®

The AMAWA (and others) expressed concern about rising suicide rates in the
Netherlands as a result of that country’s end of life laws, although claims about increased
suicide are disputed by other evidence received by the committee (for further
information, see chapter 5).1° The AMAWA is also of the view that a request for assisted
dying should go to a panel for approval, on the basis that individual doctors are not best
positioned to make these types of end of life assessments.?®

This Report
Chapter outline

Chapter 2 examines the current legal arrangements for individuals to make their wishes
about their end of life care known in advance, prior to any loss of legal capacity, including
reforms to the Guardianship and Administration Act 1990 in 2008 and the understanding
by health professionals” and community members’ of patient rights.

Chapter 3 looks at the provision of and access to palliative care in Western Australia and
outlines the various service delivery models employed, principally inpatient and
community settings.

Chapter 4 outlines the current lawful options available for people in Western Australia
when they are at the end of their lives.

Chapter 5 examines the different models for assisted dying currently in operation in
other jurisdictions around the world. Arguments opposing assisted dying are also
considered in the context of the international experience.

18 Dr Omar Khorshid, President, AWA (WA Branch), Transcript of Evidence, 18 May 2018, p. 5.
19 Submission No. 642 from Mr Neil Francis, 23 October 2017, p. 46.
20 Dr Omar Khorshid, President, AWA (WA Branch), Transcript of Evidence, 18 May 2018, p. 6.
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Chapter 6 looks at the Australian experience of successful and unsuccessful reform to
end of life laws and considers any lessons that can be drawn from these experiences,
particularly in relation to shaping proposed legislative reform.

Chapter 7 outlines the committee’s recommended framework for a voluntary assisted
dying law in Western Australia.

Terminology

The language involved in the debate regarding assisted dying can be complex and
confusing — proponents and opponents do not have a set of preferred definitions, and
there is some disagreement amongst the medical profession about the definitions and
language for current medical practice. To assist readers, the committee has included the
following glossary to help introduce a consistent vocabulary to the debate about assisted
dying in Western Australia.

Glossary of terms

Advance Health An AHD is a legally binding directive expressing future
Directive (AHD) health care preferences for a time when lacking decision-
(common law and making capacity.

statutory) (see Chapter 2)

Artificial nutrition and Provision of nutrition and hydration by way of a
hydration percutaneous endoscopic gastrostomy (PEG) tube or

nasogastric tube feeding.
Assisted suicide This term is used in some jurisdictions to describe

interventions which assist individuals to end their lives. It
places emphasis on the person’s active decision-making
and involvement. In Western Australia, procuring,
counselling or aiding a suicide is a criminal offence.?
Capacity Also known as decision-making capacity, it means the
ability to make a decision.

(see Chapter 2)

Chronic disease and Chronic illness is the personal experience of living with the
Chronic illness?? affliction that often — but not necessarily — accompanies
chronic disease. Chronic disease is defined on the basis of
the biomedical disease classification, and includes
diabetes, asthma, organ failure and depression. While the
terms chronic disease and chronic illness are often used
interchangeably, they convey different meanings.®
Common law Laws that are made by judges handing down decisions in
the court. Laws are also made by parliaments passing acts
— known as legislation or statutory laws.

21 Section 288 WA Criminal Code Act 1913

22  The term “chronic illness” is used in the inquiry’s terms of reference.

23 Carmel M Martin, “Chronic disease and iliness care: Adding principles of family medicine to address
ongoing health system redesign” Can Fam Physician, 2007, 53(12): 2086—2091.
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Consent to medical In most cases, patients are entitled to decide whether or
treatment not they will receive medical treatment. The patient’s
decision must be made in the context of relevant and
understandable information about the risks and benefits
of the treatment, as applicable to their circumstances.

Some variations to the usual consent processes include:
e emergencies where treatment may be necessary
to save a person’s life or avert serious injury to a
person’s health and a person is unable to consent,
in which case treatment may be provided without
consent®*
e patients who lack capacity and for whom a
relevant Advance Health Directives or common
law directives may apply, or in their absence a
substitute decision maker who may give or refuse
consent on their behalf*
e Treatment of involuntary patients under the
Mental Health Act 20142¢
Criminal Code (WA) — Section 23(2) of the Criminal Code provides that unless the
s 23(2) — Intention intention to cause a particular result is expressly declared
to be an element of the offence, whether by act or
omission, intention is immaterial.
Criminal Code (WA) — Section 23B of the Criminal Code provides that a person is
s 23B — Accident not criminally responsible for an event which occurs by
accident. In everyday language an ‘accident’ generally
means that the result was not intended; however, its legal
meaning is more precise. In law, an event occurs by
accident if it was unintended and unforeseen by the
accused and not reasonably foreseeable by an ordinary

person.?
Criminal Code (WA) — Section 259 of the Criminal Code provides that a person is
s 259 — Liability for not criminally liable for administering surgical or medical
surgical and medical treatment, including palliative care, in good faith and with
treatment reasonable care and skill to another person for that

person’s benefit if it is reasonable, having regard to the
person’s state at the time and all of the circumstances.

24 Section 110ZI (2) Guardianship and Administration Act 1990.

25 Section 110ZJ) Guardianship and Administration Act 1990.

26 See section 178 Mental Health Act (WA) 2014

27 See, for example Kaporonovski (1973) 133 CLR 209, 231; (Gibbs CJ; Stephen J concurring), Stanik
[2001] WASCA 333, [38]; [83]; Taiters (1996) 87 A Crim R 507, 509; Stevens [2005] HCA 65, [16];
[66] — as cited in the Law Reform Commission Western Australia, Review of the Law of Homicide:
Final Report , September 2007, chapter 4, p 151.
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Section 259 also provides that a person is not criminally
liable for not administering, or for ceasing to administer,
surgical or medical treatment (including palliative care) if
to do so is reasonable, having regard to the person’s state
at the time and all of the circumstances.

The provision relating to not administering or ceasing to
administer treatment was introduced at the same time as
other legislated changes introducing advance health
directives, enduring guardianship and the hierarchy of
decision-makers in relation to the treatment and non-
treatment of incapable persons.

Criminal Code (WA) —
s 261 — Consent to
death immaterial

Section 261 of the Criminal Code provides that a person’s
consent to their own death does not affect the criminal
responsibility of the person causing the death.

Criminal Code (WA) —
s 262 and s 263 —
Necessaries of life

Section 262 of the Criminal Code imposes a duty to
provide the necessaries of life to a person who has “charge
of another who is unable by reason of age, sickness,
unsoundness of mind, detention, or any other cause, to
withdraw himself from such charge” and who is unable to
provide themselves with those necessaries. A person who
omits to perform that duty is criminally liable for the
consequences to the life or health of the person to whom
they owe the duty.

Section 263 is in similar terms but which imposes the duty
to provide the necessaries of life upon a person as the
head of a family who has charge of a child under 16 years
and who is a member of the household.

Criminal Code (WA) —
s 265 — Duty of person
doing a dangerous act,
surgical or medical
treatment

Section 265 of the Criminal Code imposes a duty on
persons doing a lawful act which is or may be dangerous
to human life or health. It includes the requirement that
persons administering surgical or medical care (including
palliative care) “have reasonable skill and use reasonable
care in doing such an act”. The person who omits to
perform that duty is criminally liable for the consequences
to the life or health of the person to whom they owe the
duty.

Criminal Code (WA) —
s 273 — Death,
acceleration, of

Section 273 of the Criminal Code deems a person who
does an act or omits to do an act which hastens the death
of another who is labouring under some disorder or
disease arising from another cause, to have killed that
other person.

Criminal Code (WA) —
s 288 — Procuring a
suicide etc

Suicide is the intentional taking of one’s own life.
Procuring, counselling and thereby inducing, or aiding
another to kill him or herself is an offence in WA and is
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subject to a maximum penalty of life imprisonment
(Criminal Code, s 288).

In Western Australia, attempted suicide was an offence
under the Criminal Code until section 289 was repealed in

1972.
Doctrine of Double An ethical doctrine dating back to the 12t century.
Effect (see chapter 4)
Dying with dignity The Victorian Ministerial Advisory Panel noted that often

advocacy groups use the term “dying with dignity” to
describe voluntary assisted dying. The Panel noted
however that this was problematic because it implies that
people in similar circumstances who do not choose
voluntary assisted dying are living, and will die, in an
“undignified” manner. Many people, and their families,
who are being supported by palliative care would say this
support enables them to have a “dignified” death.?
Enduring Power of A legal document that appoints a guardian, to make
Guardianship (EPG) important personal, lifestyle and treatment decisions.
Enduring guardianship was introduced into WA as part of
a legislative reform package relating to consent to medical
treatment in 2008.%°

(see chapter 2)

Enduring Power of A legal document that enables a person to appoint a

Attorney (EPA) trusted person - or people - to make financial and/or
property decisions on their behalf.

Euthanasia Euthanasia means the intentional termination of the life of

a person, by another person, in order to relieve the first
person’s suffering. According to the Shorter Oxford English
Dictionary, it is derived from the Greek eu, meaning good,
and thanatos meaning death, and so means a quiet and
easy death.

Euthanasia can be voluntary, non-voluntary or
involuntary. Voluntary euthanasia means euthanasia
performed in accordance with the wishes of a competent
individual, whether those wishes have been made known
personally or by a valid, written advance directive. Non-
voluntary euthanasia is euthanasia performed on a person
who lacks capacity. The explicit consent of the person is
unavailable, such as where someone is in a persistent
vegetative state, or in the case of a young child.
Involuntary euthanasia means euthanasia performed

28 Ministerial Advisory Panel on Voluntary Assisted Dying, Final Report, July 2017, p 7. Accessed
19 April 2018.
29 Acts Amendment (Consent to Medical Treatment) Act 2008 (WA).
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against the wishes expressed by a competent person or
through a valid advance directive.®®

Passive euthanasia is sometimes used to refer to the
withdrawal, withholding or refusal of life-sustaining
medical treatment.3!

Note however that in jurisdictions with voluntary assisted
dying laws such as the Netherlands, Belgium and most
European countries, involuntary cases (when a patient is
competent but did not request euthanasia) and non-
voluntary cases (when a patient is not competent and
could not request euthanasia) are not deemed euthanasia,
but would be referred to as ‘termination of life without a
patient’s explicit request’.??

Futility (in medical
practice)

For the purposes of this report, and other than when in a
direct quote, this term is used to mean a medical
assessment that treatment will not work, based on
evidence and medical expertise, as opposed to an
assessment that the treatment is not worth doing.*

Guardianship

This is distinct from enduring guardianship and refers to
the appointment of a guardian by the State Administrative
Tribunal (SAT). Such appointments are made under the
Guardianship and Administration Act 1990 to safeguard
the best interest of adults with decision-making
disabilities. These may be the result of intellectual
disability, mental illness, acquired brain injury or
dementia.

30 Carterv. Canada (Attorney General) 2012 BCSC 886, [38].

31 Ezekiel ) Emanuel, Bregje D Onwuteaka-Philipsen, John W Urwin and Joachim Cohen, “Attitudes
and Practices of Euthanasia and Physician-Assisted Suicide in the United States, Canada, and
Europe” JAMA [Journal of the American Medical Association], 2016, 316(1):79-90, p 80. See also
the evidence of Associate Professor Kirsten Auret, Academic in Palliative Care, University of
Western Australia, Transcript of Evidence, 1 March 2018, p 5, in which she described this term as

“old teaching” in WA.

32 Ezekiel J Emanuel, Bregje D Onwuteaka-Philipsen, John W Urwin and Joachim Cohen, “Attitudes
and Practices of Euthanasia and Physician-Assisted Suicide in the United States, Canada, and
Europe” JAMA [Journal of the American Medical Association], 2016, 316(1):79-90, 80.

33 Lindy Willmott, Ben White and Malcolm K Smith, “‘Best interests’”” and withholding and
withdrawing life-sustaining treatment from an adult who lacks capacity in the parens patriae
jurisdiction’, Journal of Law and Medicine (2014) 12(4), 920. The authors note that this is a
contested concept that has eluded a shared definition despite a wealth of literature from the
disciplines of medicine, ethics, law, nursing and philosophy. They state that the worth of a
medical intervention is not just a medical issue but a value judgment which should involve the
broader issue of what is in the best interests of the patient.
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In the absence of a close friend or family member of the
represented person, the Public Advocate may be
appointed by the SAT as a guardian of “last resort”.

Administrators are also appointed under the Guardianship
and Administration Act 1990. Their role is to ensure that
financial and legal decisions are made in the best interests
of the represented person.’* Where there is no-one
willing, suitable and available to take on the role of
administrator, the SAT may appoint the Public Trustee (as
the administrator of “last resort”).

GAA Guardianship and Administration Act 1990 (WA)

Involuntary patient An involuntary patient is a person who is under an
involuntary treatment order (made under the Mental
Health Act 2014). Treatment can be provided to an
involuntary patient without their consent.

Palliative care An approach to care that involves acceptance that the
underlying condition is not responsive to curative
treatment (or a decision has been made not to treat with
curative intent.)®

(see paragraph 3.13 for committee comment regarding
the definition of palliative care)

Palliative sedation (see The use of medications intended to induce a state of
also terminal sedation) decreased or absent awareness (unconsciousness) on a
temporary basis in order to relieve the burden of
otherwise intractable suffering as a respite. Sometimes
referred to as terminal sedation.

Parens patriae This is a jurisdiction exercised by the courts. The High
jurisdiction Court has held that it ‘springs from the direct responsibility
of the Crown for those who cannot look after themselves;
it includes infants as well as those of unsound mind’.3 The
jurisdiction is not defined and has been used by the courts
‘to deal with uncontemplated situations where it appears
necessary to do so for the protection of those who fall
within its ambit’.*’

34 Office of the Public Advocate (WA), Administration, as lasted updated 25 August 2015. Accessed
20 April 2018.

35 Professor Wendy Erber, Executive Dean Faculty of Health and Medical Sciences University of
Western Australia, Email, 16 April 2018.

36 Department of Health & Community Services v JWB & SMB ("Marion's Case") [1992] HCA 15;
(1992) 175 CLR 218, at 250.

37 LaForestJin Re Eve (1986) 31 DLR (4th) referred to by Kennedy J as “his celebrated judgment” in
Bryn Jones, An Infant by his Next Friend Jean Isabella Jones & Anor v Moylan [2000] WASCA 361,
[14].
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Chapter 1

Refractory symptom

A refractory symptom is one that cannot be adequately
controlled despite aggressive efforts to identify a tolerable
therapy that does not compromise consciousness. A
refractory symptom may be subjective and, at times, non-
specific.3®

Terminal illness

Terminal illness, in relation to a patient, means an illness
which, in reasonable medical judgment will, in the normal
course, without the application of extraordinary measures
or of treatment unacceptable to the patient, result in the
death of the patient.?®

Terminal sedation (see
also palliative sedation)

The wuse of pharmacological agent(s) to reduce
consciousness, reserved for treatment of intolerable and
refractory symptoms for patients who have been
diagnosed with an advanced progressive illness, until
death.”* May be accompanied by the withdrawal or
withholding of nutrition and hydration.

Treatment

Under the legislation relating to advance health directives,
treatment is defined to include medical or surgical
treatment, including palliative care and life-sustaining
treatment, dental treatment, or other health care.*

Voluntary assisted dying

The provision for self-administration of lethal medication
where an eligible person is physically able to self-
administer. In cases where the person is eligible but
physically incapable of self-administration, a medical
practitioner may administer or provide the medication.

Also for the purposes of this report, voluntary euthanasia
and assisted-suicide are referred to as voluntary assisted

dying.

Voluntary assisted dying is not currently legal in Western
Australia.

Voluntary palliated
starvation

Voluntary palliated starvation refers to the process which
occurs when a competent individual chooses to stop
eating and drinking, and receives palliative care to address
pain, suffering and symptoms that may be experienced by
the individual as he or she approaches death.*?

38 Cherny, Nl et al, Journal of Palliative Care, “Sedation in the management of refractory symptoms:
guidelines for evaluation and treatment”, (1994)

39 Taken from the Rights of the Terminally Ill Act 1995 (NT).

40 Adapted from Mervyn M Dean et al, “Framework for Continuous Palliative Sedation Therapy in
Canada”, Journal of Palliative Medicine, vol 15(8), 2012, 870, p 870.

41 GAA Act 1990, s 3.

42  White, Benjamin P, Willmott, Lindy, & Savulescu, Julian “Voluntary palliated starvation: A lawful
and ethical way to die?” Journal of Law and Medicine, vol 22, 2014, pp. 376-386, p 376.
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Chapter 2

Advance Health Care Planning

Planning ahead

Many people worry about losing the ability to make their health care preferences known
in the event that they lose decision-making capacity.** People also commonly worry
about being kept alive in unacceptable circumstances with greatly diminished ability to
advocate for their preferred care — for example, with dementia or in a persistent
vegetative state following traumatic or non-traumatic brain injury.

Advance health care planning is a way for a competent adult to make decisions about
the health care they want in the future, if they become unable to speak for themselves.

Advance health care planning may be as simple as a conversation with family and health
professionals, or more intentional steps such as writing down wishes for medical
treatment in an “advance care plan”. It can involve completing a legally binding Advance
Health Directive (AHD). It is also possible to make an Enduring Power of Guardianship
(EPG) to appoint another person as a substitute decision-maker with the power to make
personal and health care decisions. It should also be noted that, although not a future
health care decision, an individual might also choose to make an Enduring Power of
Attorney (EPA) to appoint a substitute decision-maker to make property and financial
decisions when decision-making capacity is impaired.

In Western Australia when a person is unable to make reasonable judgments in respect
of any proposed medical treatment, and there is a need for a treatment decision, the
Guardianship and Administration Act 1990 (GAA) determines which treatment decision
will be given precedence.**

43 For example, whether to have or continue: dialysis, antibiotics to treat infections (such as
pneumonia and UTIs), blood transfusions, chemotherapy, intubation, intensive care, invasive and
non-invasive ventilator support, the activation (and de-activation) of electronic device
implantation for heart failure, transplantation, nasogastric and PEG feeding, CPR and lifesaving
surgery, and whether to receive pain relieving medication which may also have significant
sedating effects.

44  Section 110ZE Guardianship and Administration Act 1990.
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Box 1.1: the concept of ‘capacity’ — an overview

There is no single legal definition of capacity*® in Australia. Under the law, there is a
however a presumption that every adult person has capacity.*® Generally, when a
person has capacity they can:

e understand the facts and choices involved;
e weigh up the options and the consequences; and
e communicate the decision.

In everyday life, people who have capacity make decisions about where to live, what
to buy, how and when to travel, when to see the doctor, and numerous other daily
decisions that ordinarily enable them to live independently.

Capacity is decision specific and is about the decision-making process

Capacity is ‘decision specific’ which means that it relates to the decision in question —
a person may have capacity for one decision (for example buying a train ticket) but
lack capacity for another (for example entering into a mortgage agreement). It is also
important to note that capacity is assessed in relation to a person’s decision-making
process — not in relation to the actual decision made (what others consider a bad
decision is not necessarily an indication of a lack of capacity).

Other key principles
Capacity for adults:

e May fluctuate — for example a person may temporarily lose consciousness, or be
temporarily impaired by mental illness.

e Should always be presumed — substitute decision-making is a last resort.

e Should not be deemed to be lacking merely because of a person’s age,
appearance, disability, behaviour, language skills or any other condition or
characteristic.*

Medical treatment decisions

In the case of a medical treatment decision, a person must be able to understand the
nature and effect of the proposed treatment, weigh up the risks and benefits, and
communicate their decision. A competent adult has legal capacity and they can
consent to or refuse medical treatment.

45 Note: ‘capacity’ is sometimes used as a shorthand reference for competence, cognitive capacity,
legal capacity, decision-making capacity, testamentary capacity or (in the case of mature minors)
Gillick competence

46 Re MB[1997] 2 FCR 514 at [553] per Butler-Sloss U; Secretary, Department of Health and
Community Services (NT) v JWB and SMB (1992) 175 CLR 218 (Marion’s case) at [233] and Rogers
v Whittaker (1992) 175 CLR 479 at [193]. See also section 4(2) (b) Guardianship and
Administration Act 1990, and section 13(1) Mental Health Act 2014. Note: As children get older
their capacity to understand information and consequences increases and they may be assessed
as a ‘mature minor’ — see Gillick v West Norfolk Wiesbach Area Health Authority [1986] AC 112 at
[188]-[189] per Lord Scarman. See also Marion’s case at [19].

47 NSW Capacity Toolkit pp. 33—35, website. Accessed 26 June 2018.
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Why assess capacity?

Capacity to make a decision may need to be assessed when the decision in question
is about something significant or has legal consequences.*® There may also be ‘red-
flags’ that alert others to the possibility of incapacity, for example:

Short-term memory problems, language communication problems, comprehension
problems, disorientation, delusions, hallucinations, changes in grooming and hygiene
and sudden changes in personality.*®

Different people are involved in capacity assessment, including solicitors, financial
sector professionals, health professionals, community workers, carers, and family
members. Capacity is assessed every day by general practitioners:

e to assist people to make legal documents;

e toassess whether a patient is able to give informed consent to medical treatment;
and

e for reporting to the State Administrative Tribunal (SAT).

Capacity has a particular meaning when used in particular circumstances and there
are specific legal tests for capacity. The test used will vary depending on the legal area
to which the decision relates — for example, when a person makes a Will, an enduring
power of guardianship or an advance health directive, each of the legal tests differ.>°

There are also specific legal tests of capacity for the appointment by the SAT of a
guardian or an administrator,®* and in relation to making an individual an involuntary
patient under the WA Mental Health Act 2014.°* In Western Australia, where legal
capacity is contested it may result in matters going before the SAT, the Mental Health
Tribunal or the WA Supreme Court for judicial determination.

In the SAT — a jurisdiction that deals with many incapacitated people — capacity
assessment may be complex. In proceedings for guardianship and administration,
there is a requirement for medical evidence if an applicant wants to rebut the
presumption of capacity:

The starting position is the person is able to make their own decisions—and they are.
We all are. We have that right because we have that presumption of capability. We
have to have medical evidence. We require the applicant to identify who are the
relevant medical practitioners who can speak to capacity and if the applicant cannot
provide the information, we will seek for that medical practitioner or medical
practitioners to provide us with a medical report.>?

48 NSW Department of Justice, NSW Capacity Toolkit, p.61, website. Accessed 21 June 2018.

49 WA Law Society, When a Client’s Capacity is in Doubt: Appendix B, website. Accessed 26 June
2018.

50 See Banks v Goodfellow 1870 LR 5 QB 549 at [565]; See also ss4 (2) (b) and 110R (2) Guardianship
and Administration Act 1990.

51 See sections 43(1) (b) and 64(1) (a) Guardianship and Administration Act 1990.

52 Section 15(1) Mental Health Act 2014.

53 Mrs Charlotte Wallace, Senior Legal Member, State Administrative Tribunal, Transcript of
Evidence, 28 February 2018, p. 6.
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2.5

2.6

2.7

Priority of treatment decisions

Given that an incapacitated person is unable to express their treatment preferences, the
GAA has outlined a strict hierarchy as to who may be authorised to make decisions on
their behalf. Currently, when there is not a valid AHD, the decision-making powers are
delegated to those individuals deemed best able to make a decision that would most
closely accord with the incapacitated person’s best interests:

e in the first instance, if the patient has a valid AHD containing a relevant treatment
decision, treatment must be given in accordance with the decision in the AHD.

e if there is no valid AHD, treatment must be authorised by an enduring guardian.

e if no enduring guardian has been appointed, then treatment must be authorised by
the guardian.

e if there is no guardian, thereafter by the person who is first in order of the hierarchy
of decision-makers.>*

There are three exceptions under the GAA to the priority of treatment decisions. A health
professional is authorised to treat an incapacitated patient when:

1. Urgent treatment is needed to: save a patient’s life; to prevent serious damage
to health; or prevent significant pain or distress (and it is not practicable for the
health professional to determine if an AHD has been made or a substitute
decision-maker has been appointed);>®

2. Inthe case of a suicide attempt where urgent treatment is needed (despite the
AHD or the decision of the substitute decision-maker);*®or

3. An AHD exists, but there has been a change of circumstances that the maker
could not have anticipated and a reasonable person in the same position would
have changed their mind.>’

First person responsible

When there is no relevant AHD or EPG and there has not been a formal appointment of
a substitute decision-maker, the GAA provides for a list of persons who can make
treatment decisions on behalf of someone who has lost decision-making capacity. The
particular person who is authorised to make treatment decisions is the first person

54  Section 110Z) Guardianship and Administration Act 1990.
55 Section 110ZI Guardianship and Administration Act 1990.
56 Section 110ZIA Guardianship and Administration Act 1990.
57 Section 110S (3) Guardianship and Administration Act 1990.
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2.8

2.9

responsible for the patient in the list contained in the GAA.>® The list begins with the
patient’s adult spouse or de facto partner who lives with the patient; then the nearest
relative (adult) who maintains a close personal relationship with the patient; then the
primary unpaid adult carer; and finally, any adult person who maintains a close personal
relationship with the patient.>

The particular substitute decision-maker who is authorised to make treatment decisions
is the first person responsible for the patient in the list of decision-makers under the GAA
who is:

o of full legal capacity;
e reasonably available; and
e willing to make a treatment decision in respect of the treatment.

People often confuse ‘next of kin’ with authorised substitute decision-maker. The term
‘next of kin’ is not contained in the GAA and the next of kin may or may not be the person
authorised to make treatment decisions under the GAA. The term ‘nearest relative’ is
defined under the legislation.®® The first person in order of priority is the spouse or
partner, then a child, then a parent, then a sibling, a grandparent, an uncle or aunt and
then a nephew or niece — providing that person is 18 years or over and reasonably
available at the relevant time.

What happens when a person loses decision-making capacity?

According to the Public Advocate, Ms Pauline Bagdonavicius, the GAA provides a number
of options for decision-making when a person loses capacity:

These range from family or friends, whose decision-making authority
comes from their place in the person’s hierarchy of treatment decision-
makers; through to planning documents which adults can make while
they have the capacity, being an advance health directive and enduring
power of guardianship; and, finally, the appointment of a guardian by
the State Administrative Tribunal, whether they be a family member or
friend or, as the last resort, the appointment of the Public Advocate as
guardian.®!

58 See sections 110ZD, 110ZE and 110Z) Guardianship and Administration Act 1990.

59 Section 110ZD (3) Guardianship and Administration Act 1990.

60 See sections 3(1) and 110ZD (4) Guardianship and Administration Act 1990.

61 Ms Pauline Bagdonavicius, Public Advocate, Western Australia, Transcript of Evidence,
27 February 2018, p. 1.
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Figure 2.1: Hierarchy of decision makers

Where an AHD dees not exist or does not cover the treatment decision required, the health
professional must obtain a decision for non-urgent treatment from the first person in the
hierarchy whe is 18 years of age or older, of full legal capacity and is willing and availahle to
make the decision,

Advance Health Directive

Decisions must be made in
accordance with the AHD =g
unless an exception

Enduring Guardian

with authority

applies (see para 2.6)

Guardian Spouse or de facto
partner living with the

with authority patient

Nearest relative who
maintains a
close personal
relationship

a4 Primary unpaid caregiver

Other person with close
personal relationship

211 The SAT can appoint a guardian or administrator when:
e anindividual no longer has the capacity to make their own decisions;
e they are in need of a decision-maker; and
e the needs of the individual cannot be met in a less restrictive way.%?

212 All too often, people are reluctant to talk about what their wishes might be should an
unforeseen medical crisis arise, leaving families, friends or carers to make decisions that

62 See Parts 5 and 6 Guardianship and Administration Act 1990.
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2.14

they cannot always be sure reflect the wishes of their loved one. To avoid the situation
where a decision-maker must be appointed, an individual with capacity can undertake
advance health care planning to prepare for a time when they may be unable to make
decisions for themselves.

There can be a heavy cost for failing to plan ahead for both the individual and for their
loved ones. The committee received evidence that when patients are very unwell
families are often forced to become involved in decision-making.®® Active treatment may
not always be the best option because it is not always a binary choice between life and
death. Loved ones are often unprepared to make difficult choices about when treatment
should be withheld or withdrawn.

When aggressive curative treatment is provided, a person may survive but in a
significantly debilitated state. In his submission to the Inquiry, Dr Brien Hennessy, Head
of Department, Anaesthesia, Sir Charles Gairdner Hospital, indicated that people often
do not realise they are dying and it is too late to prepare an advance health directive. In
his view, dying alone on an operating table in a room full of strangers is hardly preferable
to comfort care at home or in hospital, surrounded by loved ones. It is essential that we
normalise conversations around death, dying and end of life choices in the community:

I understand that many of the submissions made to the committee will
be from the community who have had to watch their relatives die in
circumstances that they feel could have been improved. We will all
experience the impotent feelings associated with that situation at some
point(s) in our lives. A natural response to those feelings of impotence is
to try to improve the circumstances for those who will die in the future.
| share this response; however, | make this submission from the
viewpoint of a medical practitioner involved in the care of critically
unwell people in a tertiary hospital, many of whom are dying.

Our elderly patients don’t appear to realise that they are dying. One day
they are conducting their lives getting frailer and frailer when suddenly
an intercurrent illness lands them in hospital. They rapidly become
critically unwell and come to the attention of the Medical Emergency
Team via the in-patient deterioration detection and response processes.
At this point treatment decisions need to be made. The patient is unable
to assist because they are too unwell. The next of kin - family are then
engaged to assist with this decision-making. Most often, none of these
people have ever discussed end-of-life wishes and there is either no
advanced directive or it is not available at 02:00hrs during the

63 Submission No. 398 from Dr Brien Hennessy, Head of Department, Anaesthesia, Sir Charles
Gairdner Hospital, 19 October 2017, p. 1; Ms Marcelle van Soest Transcript of Evidence,
1 May 2018, p. 5; Mr Bruce Buchanan, Transcript of Evidence, 1 May 2018, p. 5.
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resuscitation in the ward. Finding the correct person to represent the
patient’s wishes is also a hit and miss affair. Difficult and vague
communications then ensue in a time-poor environment where the
outcomes are literally life and death.

In this hospital over the last 17 years of Medical Emergency attendances
in the wards, the data reveals 300 people over 80 years-old became
critically unwell as per the scenario above. Six of those people were alive
12 months later. Those six people spent their last year making almost
weekly emergency department presentations and lived very diminished
physical and cognitive lives with none returning to their former living
circumstances during that period. | wonder how many of them would
have chosen to be one of the six if they had known what lay ahead.

My role as an anaesthetist mostly becomes entwined with end-of life-
choices when patients who are dying get booked for a surgical
procedure. The patient and family are correctly told that there is some
terrible pathology that, left untreated, will probably result in imminent
death. One of the treatments could be an operation. With the operation,
the patient may have a chance of survival. Without the operation, the
patient’s chances of survival are even more remote. The patient and /
or their NOK- family naturally see life and death as a binary outcome
given such a choice, and therefore most consent for their relative to
have an operation.

The problem is that although death is a single outcome, life is not. Life
can be living independently back at home with full physical and
cognitive capacity with people you love or it can be living in a vegetative
state in a nursing home- with many shades of grey in-between these
two extremes. Communicating this “third outcome” to a group of family
members with disparate views whilst mum / dad lays dying nearby is a
minefield. Families are usually not at their functional best at this time of
stress. We call this a “goals of care” discussion where we try to describe
what a good outcome and what a bad outcome might look like. Then
we try to elucidate what the wishes of the patient might be given this
situation before we negotiate a treatment path with appropriate
boundaries.

Although the family can’t mandate futile treatment, many will pressure
critical care staff to become complicit in their demands to receive all
treatments possible as a default position. This default setting may or
may not have been the wishes of the patient- that remains unknown.
This default position is not in the patient or community’s best interests
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as it is resource intensive and is ultimately unsuccessful. In my opinion,
dying alone during resuscitation under anaesthesia in an operating
room full of strangers, or shortly thereafter in an ICU or hospital ward is
not a better death than comfort care in a hospital ward with family
present. And unfortunately surviving critical care treatment in a
debilitated state for a few months is the only other probable alternative.
Herein lies the committees raison d'étre.

To specifically address the first term of reference-

My experiences lead me to believe that we need to normalise
conversations around death, dying and end-of-life choices in our
community. | believe this because people don’t realise that they are
dying until it is too late to think about an advanced care directive. It is
their misinformed belief that they will somehow know that they have a
terminal illness before their terminal event and they will gather the flock
around at home and "conduct" the perfect death. The data shows that
they are most likely to have a very different experience where they will
die suddenly in a hospital or nursing home from a terminal event that
they didn’t foresee. Therefore, to assist a person to exercise their
preferences at their end of life, our community needs general education
about how people are currently dying and that they need to speak to
their family about their wishes before it is too late to do so. Clearly, this
can’t be legislated for. Ironically, it is a role for health promotion. What
is a point for legislation however is that an advanced health care
directive should not be limited to those who have chronic and/or
terminal illnesses that they know about. Only a minority of people in my
experience realise that they are dying of accumulated chronic illnesses.
People need encouragement to have discussions with their family about
their end-of-life choices and document those discussions in a format
that is available when it is needed on a hospital ward at 2am whilst
undergoing resuscitation.%

Advance care plans

215 Anadvance care plan is a way for someone to record their wishes about their future care,
when they are no longer able to communicate. It can be quite expansive and may include
both personal care and treatment preferences. It is important to note that an advance
care plan is only a guide for health professionals and is not a legally binding directive.

64 Submission No. 398 from Dr Brien Hennessy, Head of Department, Anaesthesia, Sir Charles
Gairdner Hospital, 19 October 2017, p. 1.
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2.20

Mrs Suzanne Greenwood, from Catholic Health Australia, gave evidence to the Inquiry
that her organisation promotes its own advance care plans and encouraged people to
think about all aspects of their care:

[....] it is a document that encourages individuals to think about: How do
they want their end of life to look like? What will that time look like for
them? Who do they want to have in the room? Do they want their pet
brought into them if they are in an aged-care facility and their pet is
being cared for by their son or daughter? Is there someone in their life
that they want to meet with and say sorry to about something? Is there
someone in their life that they have not told them they love them for a
decade and they need that person to come in?%°

Several witnesses told the committee that an advance care plan was sometimes a
mechanism to open up the conversation about treatment preferences, and could lead to
preparation of more formal advance health directives.®®

Advance Health Directives

The concept of an advance health directive has been around since the 1980s but as far
back as 1973, the Connecticut State Medical Society endorsed a ‘background statement’
to be signed by patients that included a binding directive:

I value life and the dignity of life, so that | am not asking that my life be
taken, but that my life not be unreasonably prolonged or the dignity of
life destroyed.®”

In England and Wales, it is possible to make an advance directive under the Mental
Capacity Act 2005.%8 In New Zealand, patients have the right to use an Advance Directive
to make a choice about future healthcare effective when the patient is no longer
competent.®® Each state and territory of Australia now has some form of legally binding
advance health directive (see Appendix 5).

AHDs provide competent adults with a way to ensure their autonomous choices are
honoured at a future time when they are unable to express their wishes. They are:

65 Mrs Suzanne Greenwood, CEO, Catholic Health Australia, Transcript of Evidence,
28 February 2018, p. 17.
66 Mrs Suzanne Greenwood, CEO, Catholic Health Australia, Transcript of Evidence,
28 February 2018, p. 17; Dr Alison Parr, Transcript of Evidence, 28 February 2018, p. 18; Ms Lana
Glogowski, Executive Officer, Palliative Care WA, 14 December 2017, p. 2.
67 The End of Life: Euthanasia and Morality, James Rachels, Oxford University Press, 1986, p. 182.
68 See sections 24 — 26 Mental Capacity Act 2005.
69 Clause 7 Health and Disability Commissioner (Code of Health and Disability Services Consumers’
Rights) Regulations 1996.
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founded on respect for personal autonomy and are intended to ensure
a person’s preferences can be honoured during any period of temporary
or permanent impaired decision-making capacity, not only at end of
life.”®

In Western Australia, adults can make a common law or statutory AHD containing legally
binding treatment decisions in respect of their future treatment. Any person who is aged
18 or over and has full legal capacity’! can make an AHD containing treatment decisions
for future health care. It is possible for a person to make an advance refusal of treatment,
even if failure to treat will result in loss of person’s life.”?

Some of the benefits of common law AHDs include that they can be a verbal directive
and there are no rigorous formal requirements.”® In addition, a person does not have to
be medically informed of the consequences when an AHD is written. In the Canadian
case of Malette, medical staff found a card containing a directive in a patient’s pocket.
The directive stated that the patient was a Jehovah’s Witness and had firm religious
convictions. She requested that no blood products be administered under any
circumstances. The treating team went ahead, carried out a life-saving transfusion, and
were found liable in battery:

A doctor is not free to disregard a patient’s advance instructions any
more than he would be free to disregard instructions given at the time
of the emergency.”*

On the other hand, the lack of prescriptive requirement in common law AHDs can lead
to difficulties for health professionals who have to interpret a document in a variety of
circumstances.”®

Common Law AHDs

There are no formal requirements as to what constitutes a common law advance
directive — it can be oral or in writing. There is also no requirement that when making a
common law advance directive that the person receive information about the treatment

70 A National Framework for Advance Care Directives, Australian Health Ministers’ Advisory Council
(Website) September 2011, p. 5.

71 See ‘Capacity’ above at p. 26.

72 Sonia Allan and Meredith Blake, The Patient and the Practitioner: Health Law and Ethics in
Australia, LexisNexis Butterworths, 2014, para. 3.106. p. 94

73 Hunter and New England Area Health Service v A [2009] NSWSC 761 at [40]; HE v NHS Trust
[2003] 2 FLR 408 at 417; W Healthcare NHS Trust v H [2005] 1 WLR 834.

74  Malette v Shulman (1990) 67 DLR (4th) 321.

75 See for instance the 23 July 2004 decision of the Deputy State Coroner in the Finding Upon
Inquest into the death of GKP (4088/03).
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that he or she is requesting or refusing. Further, a direction may be given for any reason,
including for religious, social or cultural reasons.”®

A common law AHD will be valid providing it is made voluntarily and the maker is not
subject to inducement or coercion by another person. The first case in Australia that
affirmed the legality of common law advance health directives was delivered in August
2009 in New South Wales. Justice McDougall made it clear that a valid directive must be
respected:

If an advance care directive is made by a capable adult, and is clear and
unambiguous, and extends to the situation at hand, it must be
respected. It would be a battery to administer medical treatment to the
person of a kind prohibited by the advance care directive.”’

During travel to the Kimberley, members of the committee visited the Derby Aboriginal
Health Service (DAHS). DAHS has a template document for Aboriginal patients including
some Aboriginal terms so that the document can be easily understood and patients can
give directions regarding their future care. Whilst not in the prescribed statutory form it
likely operates as a common law directive. DAHS nursing staff will initiate conversations
with a patient who will then sit down with a doctor to discuss their future treatment
preferences. The committee was advised by DAHS staff and management that at the end
of life many Aboriginal patients in and around Derby indicate a strong preference to be
able to die on country, and this preference is often contained in the common law AHDs
created via the DAHS template.

Statutory AHDs

Following amendments to the GAA in 2008,78 it is now also possible to make a statutory
AHD.”® A statutory AHD is legally binding which means a health professional must comply
with the AHD except in very limited circumstances. The maker of a statutory AHD:

e must have full legal capacity;®

e must understand the nature and consequences of the treatment they are consenting
to or refusing;®!

76 QUT —End of Life Law in Australia (website) Accessed 6 June 2018.

77 Hunterv New England Area Health Service v A [2009] NSWSC 761, per McDougall J at [40].
78 Acts Amendment (Consent to Medical Treatment) Act 2008.

79 Part 9B, Division 4 Guardianship and Administration Act 1990.

80 Section 110P Guardianship and Administration Act 1990.

81 Section 110R (2) Guardianship and Administration Act 1990.
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e must use the form prescribed under the GAA, and have the document properly
witnessed;®? and

e isencouraged to seek legal and medical advice but this is not mandatory.?3

Similar to a common law AHD, a statutory AHD must be made voluntarily, and without
inducement or coercion by another person.8* A treatment decision in an AHD operates
when the maker of the AHD has lost decision-making capacity. The treatment decision
then operates as if made by the person at that time and as if the person had full legal
capacity.®

A health professional must comply with the terms of a statutory AHD unless there is an
urgent need for treatment, or the treatment is needed because of a suicide attempt (as
outlined at paragraph 2.6) or when:

e There is a change of circumstances that the maker could not have anticipated (for
example a new treatment); and

e The change would cause a reasonable person in the same position to change their
mind.8¢

The Role of the State Administrative Tribunal

Where there is doubt about the validity of an AHD, doubt about a particular treatment
decision in the AHD or a change in circumstances that may have caused the maker to
change their mind about their directive, a person who has a proper interest in the
matter®” may apply to the SAT for direction. The SAT can make a declaration as to the
validity of the AHD, or the validity of a particular treatment decision contained in the
AHD.28 The SAT can also make a declaration that a person is unable to make reasonable
judgments in respect of treatment to which a treatment directive applies, meaning that
an existing AHD is operable.?’ The SAT may also declare that there has been a change of
circumstances that would have caused a reasonable person in the position of the maker
to change their mind.*

82 Section 110Q (1) (a) Guardianship and Administration Act 1990.

83 Section 110Q (1) (b) Guardianship and Administration Act 1990.

84 Section 110R (1) Guardianship and Administration Act 1990.

85 Section 110S (1) Guardianship and Administration Act 1990.

86 Section 110S (3) Guardianship and Administration Act 1990.

87 This would ordinarily be a family member, carer, or health professional involved in the care of
the person.

88 Section 110W (1) Guardianship and Administration Act 1990.

89 Section 110X (1) Guardianship and Administration Act 1990.

90 Section 110Z (1) Guardianship and Administration Act 1990.
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Mrs Charlotte Wallace, a Senior Legal Member of the SAT, explained the jurisdiction of
SAT:

We have jurisdiction to declare the instrument itself valid or invalid and
we can also declare a treatment decision within it valid or invalid. We
have jurisdiction to recognise instruments created in other jurisdictions
here in Western Australia. We have jurisdiction to declare the maker of
the instrument to lack capability to make reasonable judgements about
themselves in relation to a treatment decision in the instrument. We can
also give direction in relation to the construction of it and its terms and
the exercise of it. We can also declare a treatment decision within the
instrument. We can revoke it on the basis of a finding that the person
has changed their mind about that particular treatment decision.®*

Despite the broad jurisdiction of the SAT in relation to AHDs, Mrs Wallace also informed
the committee that during the previous five years there have been only seven
applications in relation to AHDs. In her opinion that number was an indication of the low
take-up of AHDs by the community:

To talk about seven in five years in respect of advance health directives,
you can read into that that they are probably not being used in the
community, because if they were being used, we would definitely see
higher numbers than that.*?

Enduring powers of guardianship

An enduring power of guardianship (EPG) is a legally binding document whereby an
individual can appoint another person to make personal and healthcare decisions, in the
event that they lose decision-making capacity.®® The person making the EPG is called an
‘appointer’ and is effectively giving power to the guardian to make personal and
treatment decisions on their behalf.

The power can be limited in terms of the guardian’s functions and the circumstances in
which the guardian may act — it may also give directions about the manner of
performance of those functions.? An EPG has effect, subject to its terms, at any time the
appointer is unable to make reasonable judgments in respect of matters relating to their
person.®®

91 Mrs Charlotte Wallace, Senior Legal Member, State Administrative Tribunal, Transcript of
Evidence, 28 February 2018, p. 1.

92 Mrs Charlotte Wallace, Senior Legal Member, State Administrative Tribunal, Transcript of
Evidence, 28 February 2018, p. 2.

93 Part 9A Guardianship and Administration Act 1990.

94 Section 110G Guardianship and Administration Act 1990.

95 Section 110F Guardianship and Administration Act 1990.
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Where an EPG is unclear or disputed, it is possible to apply to SAT for direction.
Mrs Wallace told the committee that the SAT’s jurisdiction in relation to EPGs is very
similar to AHDs:

It is very similar to the advance health directives. We can declare the
instrument valid or invalid. We can revoke it and vary it. We can
recognise instruments created in other jurisdictions here in WA. We can
give directions in relation to the construction of it and the exercise of it.
We can declare that the maker of the instrument lacks capability to
make reasonable judgements in respect of matters relating to
themselves. It is a very similar kind of mirror provision to advance health
directives.®®

Being clear about health care preferences is important

Consistent with other elements of end of life care, there is a reluctance to talk about
advance health care planning and the take-up rate for these important medical
documents, including legally binding instruments, is low. The committee received
evidence from many witnesses that:

e AHDs are poorly understood by both the health profession and the wider community
— consequently they are under-utilised;®’

e some health professionals and health service providers prefer non-binding advance
care plans to legally binding AHDs;*® and

e some health professionals do not follow valid AHDs.??

Lack of understanding by health professionals and the wider community

Palliative Care WA (PCWA) told the committee that there is very limited understanding
of advance health care planning, including AHDs, in the community:

96 Mrs Charlotte Wallace, Senior Legal Member, State Administrative Tribunal, Transcript of
Evidence, 28 February 2018, pp. 3-4.

97 Ms Georgie Haysom, Head of Research, Education and Advocacy, Avant Mutual,
28 February 2018, p. 2; Ms Lana Glogowski, Executive Officer, Palliative Care WA, Transcript of
Evidence, 14 December 2017, p. 2; Mrs Charlotte Wallace, Senior Member, State Administrative
Tribunal, 28 February 2018, p. 3.

98 Ms Natalie Joseph, Manager, Clinical Services, Catholic Homes WA, Transcript of Evidence,
28 February 2018, p. 18; Dr Alison Parr, Director Medical Services, St John of God Health Care,
Transcript of Evidence, 28 February 2018, p. 20.

99 Submission No. 42 from Mr Bruce Buchanan, 2 October 2017; Mr William Philip, Individual,
Transcript of Evidence, 1 May 2018, p. 2.
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Advance care planning is a valuable tool to facilitate end of life choices
that is unfortunately very underutilised in WA and poorly understood by
the community and health providers.*®

The committee is aware of at least one instance in which a patient’s attempt to have
their AHD included in their medical record at a major tertiary hospital was unsuccessful.
According to a PCWA phone log, an individual had:

called to report that she had asked the staff (registrar) at reception
Oncology, Fiona Stanley Hospital, to file her AHD on patient record. No
one had seen one before and didn't know what to do. Reception made
a few phone calls including patient records, but could not advise her.
Seemed to think that it was admissions job. Advised her to give copy to
GP for her record and ask her upload to My Health Record, (she doesn't
have a scanner to do it herself) and that GP also forward copy to
Oncologist to include on her patient file there.'0!

Although GPs are familiar with the clinical impact and functionality of AHDs, the Royal
Australian College of General Practitioners (RACGP) acknowledged that understanding
of the legal effect of an AHD is more limited.1%?

The RACGP also indicated that it would be receptive to the idea of providing more
education in this area for GPs in order to address this shortcoming.'®® The committee
received evidence repeatedly that education about AHDs, EPGs, and the hierarchy of
decision makers demands more government attention. The need for education of health
professionals on the law relevant to end of life care is critical. Evidence indicates
clinicians have poor knowledge of the laws relevant to the validity and effect of advance
directives and the correct substitute decision-maker. Doctors are time-pressured so are
unlikely to engage in training to understand the complexities of the law unless they
consider such training to be worthwhile. However, risk of harm to the patient and legal
risk to the doctor could provide sufficient incentive.'04

100 Ms Lana Glogowski, Executive Officer, Palliative Care WA, Transcript of Evidence,
14 December 2017, p. 2.

101 Ms Lana Glogowski, Executive Officer, Palliative Care WA, Letter — supplementary material,
18 May 2018.

102 Dr Timothy Koh, Chair, Royal Australian College of General Practitioners, Transcript of Evidence,
14 December 2017, p. 1.

103 Dr Timothy Koh, Chair, Royal Australian College of General Practitioners, Letter — Response to
questions on notice, 12 February 2018.

104 White, et al, ' Doctors’ Knowledge of the law on withholding and withdrawing life-sustaining
medical treatment ', MJA, vol. 201, (4), 18 August 2014, p. 3. White and colleagues propose
additional training at each of the three stages of medical education — undergraduate (by
universities and the Australian Medical Council); training for interns and junior doctors (by
hospital executives, clinical leads and the Medical Board of Australia); and specialist college
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The uptake rate is low

Associate Professor Meredith Blake and Dr Craig Sinclair, public health law academics,
indicated the low uptake of advance health care planning in the community:

Research in Australia has shown that the uptake of formal advance care
planning (ACP) instruments is low, (14% of the general adult
community), with uptake in Western Australia being lower than other
states (7.5%).19°

In their submission to the Inquiry, Associate Professor Blake and Dr Sinclair also reported
on health promotion around end of life in the community. These included:

e community forums organised by the WA Cancer and Palliative Care Network and
Palliative Care WA;

e awareness raising events, associated with National Palliative Care Week and ‘Dying
to Know Day’, organised by the Albany Death Café; and

e research undertaken with the Noongar community in the Great Southern region of
Western Australia found support for the use of ‘whole of community’ approaches to
raising awareness, rather than health professionals broaching the topic with
individual patients in clinical situations.20®

In the committee’s view, this patchwork approach to community education is not

adequate, and does not address education of health professionals regarding their legal

obligations.

Preference for non-binding advance care plans

The committee was encouraged by the evidence of Ms Janet Wagland of Brightwater
Care Group that indicates that Brightwater staff actively promote advance health
directives to determine patients’ preferences:

In disability services we often are looking at more of an advance care
directive approach, rather than an advance care plan, because the care
plan tends to be something that you are doing with the family. The
advance care directive is something we are doing with the person
themselves, with, of course, family input, and we have a lot of
conversations generally with people with Huntington’s disease who lose

training (including non-elective training programs by the colleges and the Australian Medical
Council)
105 Submission No. 584 from Associate Professor Meredith Blake and Dr Craig Sinclair,
23 October 2017, p. 2.
106 Submission No. 584 from Associate Professor Meredith Blake and Dr Craig Sinclair, UWA,
23 October 2017, p. 3.
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the ability to swallow, and yet have a very high metabolic rate so have
high food intake requirements. We have a lot of conversations about
their choices, as they get to a point where they are no longer able to
swallow safely, about whether they would like to have enteral feeding,
or whether they would prefer us just to continue providing what oral
intake we can.*"’

The Albany Hospital’s palliative care team also explained how they assist their patients
to place their AHDs on the hospital record and actively promote legally binding directives
in the community. The hospital now has several hundred AHDs on file. This is a relatively
high number given the generally low uptake figure across the population. In the
Kimberley, DAHS is working with local Aboriginal and non-Aboriginal patients to assist
them to prepare their AHDs. They have developed a template guide including local
language to enable clearer understanding. These examples demonstrate that a
proactive, resourced plan to improve uptake does work.

However, Catholic Health Australia, St John of God Health Care and Catholic Homes WA
expressed strong concerns about reliance on legally binding advance health directives,
and a clear preference for advance care plans. Mrs Greenwood from Catholic Health
Australia told the committee that advance health directives are ‘very cold clinical
documents’.1%® Ms Natalie Joseph from Catholic Homes WA told the committee that her
organisation does not promote advance health directives, and does not find them helpful
because they are legally binding:

And we do not promote them, because we do not find them helpful,
because they are legally binding in this state, and we find nothing will
take the place of good ongoing conversations with the doctor and family
as things change along the whole palliative journey, as opposed to
saying, “Yes, they’ve done that; let’s tick that box. That’s done. We don’t
have to worry about that anymore.” It is not as cut and dried without
palliative care. We do not promote them at all. 1*°

Dr Alison Parr from St John of God Health Care also expressed concern about AHDs due
to possible coercion, uncertainty about the patient’s current views, how old the
document was, and what advice the person received when making the directive.'° She
told the committee that St John of God is adopting Goals of Patient Care, a WA Health

107 Ms Janet Wagland, General Manager, Community, Brightwater Care Group, Transcript of
Evidence, 1 March 2018, p. 2.

108 Mrs Suzanne Greenwood, CEO, Catholic Health Australia, Transcript of Evidence,
28 February 2018, p. 17.

109 Ms Natalie Joseph, Manager, Clinical Services, Catholic Homes WA, Transcript of Evidence,
28 February 2018, p. 18.

110 Dr Alison Parr, Director Medical Services, St John of God Health Care, Transcript of Evidence,
28 February 2018, p. 18.
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initiative, which Dr Parr described as ‘more a discussion around the advance care
plan’.11

WA Health first piloted the Goals of Patient Care in 2015.1'2 Many private and public
hospitals now include a document in the medical record known as the “Goals of Patient
Care” which is used to initiate a discussion between health professionals and their
patients. The aim of the discussion is to ‘select the most medically appropriate agreed
goal of patient care that will apply in the event of clinical deterioration’. Whilst this is a
form of advance care planning it is important to note that although the document is
prepared and signed by health professionals, it is not a legally binding statutory directive;
however, it may be evidence of a verbal common law advance health directive.

Failure to honour advance health directives

The committee is concerned that patients’ legal rights regarding their health care
preferences are being downplayed, and in some cases ignored. This seems to be
occurring in both private and public health care settings. Evidence received indicates that
some health professionals are disregarding advance health directives.'*3

The committee heard evidence that this can occur in any health setting including
emergency and acute care.!** The committee also heard that the treating doctor may
consider the directive not to be in the patient’s best interests and/or that such expressed
wishes do not fit with the health care provider’s policies. 1

Mr Bruce Buchanan drew the committee’s attention to a failure by his wife’s health care
provider to follow her express written advance health directive. Mrs Buchanan was both
a registered nurse and a registered midwife and had worked as a health educator for
over twenty years. She was diagnosed with a neurological illness:

My wife was diagnosed with an incurable progressive neurological
illness, the principal effect of which was that she had progressive
muscular weakness, resulting over time in an inability to walk, move,
talk and swallow. Her chest muscles were affected also, with decreasing

ability to draw breath, making pneumonia probable.'1®

111 Dr Alison Parr, Director Medical Services, St John of God Health Care, Transcript of Evidence,
28 February 2018, p. 20.

112 http://ww2.health.wa.gov.au/Articles/F 1/Goals-of-patient-care

113 Submission No. 42 from Mr Bruce Buchanan, 2 October 2017; Mr William Philip, Individual,
Transcript of Evidence, 1 May 2018, p. 2.

114 Mr William Philip, Individual, Transcript of Evidence, 1 May 2018, p. 2; Dr Alida Lancee, General
Practitioner, Transcript of Evidence, 5 April 2018, p. 6.

115 Ms Natalie Joseph, Manager, Clinical Services, Catholic Homes WA, Transcript of Evidence,
28 February 2018, p. 18; Dr Alida Lancee, General Practitioner, Transcript of Evidence, 5 April
2018, p. 6.

116 Submission No. 42 from Mr Bruce Buchanan, 2 October 2017.
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Mrs Buchanan completed an AHD with her General Practitioner. Mr Buchanan was
present at the time. He told the committee that she clearly stated there was to be ‘no
action’ in the event of pneumonia:

When provision was entered for "no action' in the event of pneumonia,
my wife specifically mentioned that she hoped she would contract
pneumonia, as it results in a painless death.*'

When she subsequently became unwell and he could no longer care for her,
Mrs Buchanan went into an aged care facility. On admission, a copy of the AHD was
provided to the home and Mr Buchanan went through it carefully with the registered
nurse in charge of his wife’s care. Despite this careful planning so that her health care
preferences would be honoured — during any period of time when she could not speak
for herself — Mrs Buchanan was given treatment against her wishes. Mr Buchanan
explained the devastating consequences:

My wife became unwell. The aged care facility called a medical
practitioner who diagnosed pneumonia. It was a weekend and although
the on-call practitioner may not have been aware of the provisions of
my wife's AHD, the care facility certainly was aware and permitted
antibiotic to be administered, resulting in my wife's recovery from the
pneumonia. The next day she spoke briefly for the last time — three
words.

Thereafter my wife declined rapidly, suffering rashes and bedsores,
inability to speak and severe discomfort (relieved by painful morphia
injections). She died fourteen days after having been 'saved’, during
thirteen days of which she suffered pain, indignity and distress. | also
was affected.

Subsequently | spoke to the GP with whom my wife had completed her
AHD and asked why my wife's wishes had not been followed. He stated
that such failure to adhere to the provisions of an AHD was ‘common’,
(my emphasis), whenever the practitioner concerned thought that a
period of "reasonable life" might be enjoyed by a patient so saved /
resuscitated.

Irrespective of any possible legitimacy of the GP's approach, my wife
experienced "reasonable life" for one afternoon only following her being

117 Submission No. 42 from Mr Bruce Buchanan, 2 October 2017.
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'saved' from pneumonia. Her sufferings were greatly exacerbated by the
failure to comply with her AHD wishes.'1®

Mr William Philip told the committee about his wife’s explicit verbal directive, that is, a
common law advance health directive that she provided to her treating doctor. If she
were to lose capacity and be unable to communicate her wishes in the future, she did
not want further aggressive treatment. After being hospitalised in August 2016 with
pneumonia, she very clearly told her doctor that:

she did not want any further treatment, she did not want under any
circumstances to go back to hospital and if she reached the point where
she did not have any future other than that sort of care, she wanted to
be kept pain free and fear and anxiety free with sufficient opiates to
keep her knocked right out and just let her go.'*®

However, when she became ill again with pneumonia in October 2016, the doctor
wanted to admit her back into hospital insisting to Mr Philip that the pneumonia could
be treated. Following a discussion with the doctor Mr Philip reluctantly agreed to admit
his wife to hospital. She was successfully treated for pneumonia but lost all ability to
communicate and in December 2016 she rapidly deteriorated. Mr Philip described his
dispute with the doctor about subsequent admission and the trauma of his wife’s final
days in hospital:

The doctor and | had a fairly long and intense discussion about whether
or not she should be admitted to hospital. In the end, the doctor made
the point that she was not suffering from an immediately terminal
condition, that she was lingering along quite nicely, but the pneumonia
was treatable, and if the doctor did not treat that pneumonia, then the
doctor was in breach of her, | presume, Hippocratic oath, insofar as she
should have been able to treat that and it was not necessarily artificially
prolonging my wife’s life, so she went back to hospital. | am too much
of a gentleman to scream too loudly. She was there for about 10 days
and they certainly treated the pneumonia but from there on she was
incapable of any kind of interchange or thought or discussion. She could
start a sentence, she would get about four words into it and it would
trail off into gobbledegook—not words, but bits of words. She
deteriorated quite significantly during December 2016 and at the end of
December between Christmas and New Year she was fitted with this
perfusion apparatus that provides direct access to the painkillers and
things that she was on. However, in the next 10 days she basically

118 Submission No. 42 from Mr Bruce Buchanan, 2 October 2017.
119 Mr William Philip, Individual, Transcript of Evidence, 1 May 2018, p. 2.
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drowned slowly. Her lungs continued to fill up. No matter what the
doctors did, they were not able to do anything about it, nor were they
able to put her out sufficiently that she was unaware of it. On the
Wednesday before she died, she was absolutely terrified. She could not
breathe properly, even tipping the bed up that her feet were five feet off
the ground and her head was a foot off the ground and trying to help
drain out her lungs. Her eyes were bugging out and she was throwing
herself around; she was terrified and that should not have happened.
The palliative care people came that day, they helped stabilise her and
they were as good as they possibly could have been. | think they were
there three or four times that day and she should have settled down, but
from then on she just gradually quietly drowned. And the palliative care
people were doubling the medication that she was on every day, and it
still was not taking away consciousness nor anxiety.[...] | think that if
that was God'’s will, it is a pretty dodgy prospect. 1?°

It is evident, that in many cases there can be a real cost for the person and for their loved
ones when active treatment is pursued, regardless of an earlier express refusal of
treatment.

A number of health professionals expressed concern about AHDs including the lack of
central storage which resulted in poor understanding of when an AHD had been made
and whether an individual’s circumstances or wishes may have changed.'?! The
committee acknowledges this is a particular challenge in acute and emergency settings.

Finding 1
There is a very low uptake of advance health care planning instruments in Western

Australia. This is due, at least in part, to poor understanding amongst health
professionals and the general community.

Finding 2

There are many reasons why there is low uptake of advance care planning instruments,
not least of which is the natural reluctance to contemplate our own frailty and mortality.
In addition, advance care planning can be a lengthy process and health professionals may
be unprepared to talk about death and dying with their patients.

120 Mr William Philip, Individual, Transcript of Evidence, 1 May 2018, p. 2.

121 Mr Mark Cockayne, General Manager, Health Care WA, Silver Chain Group, 14 December 2017,
p. 5; Ms Grace Buchanan, Committee Member, Palliative Care Nurses Australia,
14 December 2017, p. 2.
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Finding 3
There is widespread evidence that the community and health professionals do not
understand advance care planning, particularly legally binding instruments.

Finding 4
Advance care plans and Goals of Patient Care are valuable tools to assist individuals to
plan for future care, and they might be evidence of a verbal common law advance health
directive, but they are not legally binding and do not ensure a person’s preferences can
be honoured during any period of temporary or permanent impaired decision-making
capacity.

Finding 5
Some health providers are promoting non-binding ‘advance care plans’ over legally

binding advance health directives, and others are, for various reasons, failing to honour
express health care preferences contained in valid AHDs.

Statutory Template

Consistent with the evidence that AHDs are poorly understood, the committee also
received evidence that the statutory template offers little guidance.??

In November 2015, the Department of the Attorney General provided a report into the
Statutory Review of the Guardianship and Administration Act 1990. The Attorney
General noted that:

The Department of Health has received feedback from health
professionals and consumers/patients indicating that the current
advance health directives form is difficult to complete and interpret a
patient's wishes. The Department submits this is having an impact on
uptake and suggests there are alternative formats of forms available in
other jurisdictions such as the ACT, Queensland and South Australia.'*

This finding expressed in the 2015 report remains a significant problem that is likely to
be impeding the uptake of AHDs. Dr Alida Lancee provided the committee a New South
Wales guide that provides significantly greater assistance for the maker of an AHD. 124

122 Dr Alida Lancee, General Practitioner, Transcript of Evidence, 6 April 2018, p. 6.

123 Department of the Attorney General, Statutory Review of the Guardianship and Administration
Act 1990, November 2015, p. 37.

124 NSW Department of Health, Making an Advance Care Directive, website. Accessed 3 July 2018.
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Finding 6
The current template for statutory advance health directives and supporting information

is difficult for individuals to complete and can be difficult for health professionals to
interpret.

Finding 7
The current template suffers from a lack of guidance for people completing it. In other

jurisdictions, examples are provided. Some of these medical conditions and treatments
include but are not limited to:

e dialysis, antibiotics to treat infections (such as pneumonia and UTIs); blood
transfusions; chemotherapy; radiation therapy; intensive care; intubation; invasive
and non-invasive ventilator support; the activation (and de-activation) of electronic
device implantation for heart failure; transplantation; nasogastric or PEG feeding;
CPR and lifesaving surgery; receiving pain relieving medication which may also have
significant sedating effects and receiving only comfort care.

Electronic Register

The committee heard evidence repeatedly from individuals and health professionals that
there is a strong need for a centralised electronic register for AHDs.'?> Currently, some
hospitals and doctors accept AHDs and others do not, but there is no co-ordinated
central database. Health professionals cannot be certain that a patient has an AHD, and
if they do have one, health professionals may not be able to access the document in a
timely manner.

In his submission to the Inquiry, Dr Derek Eng indicated the need for improvements to
communication systems and processes and that a register is required:

Improvements to communication systems and processes should be
considered a priority in any proposed legislative framework changes. A
registry that allows health practitioners to easily access individuals’
advanced health directive’s will certainly improve appropriate delivery
of care for patients wishing to limit unwanted medical or surgical
intervention.'%®

In its 2015 submission to the Attorney General, the Law Society of Western Australia
recommended the creation of a register and stated that:

125 See for example Dr Brien Hennessy, Head of Department, Anaesthesia, Sir Charles Gairdner
Hospital, Transcript of Evidence, 30 April 2018, p. 12; Mr Mark Cockayne, General Manager,
Health Care WA, Silver Chain Group, 14 December 2017, p. 5

126 Submission No. 557 from Dr Derek Eng, Palliative Care Specialist, 23 October 2017, p. 8.
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Without a register, unless persons inform a relative or their doctor that
they have made an AHD (many do not) it will not be known that they
have made one. It is unlikely a person will carry their AHD with them at
all times. In the event of a life threatening accident or illness affecting a
person’s ability to communicate their wishes, it is likely their wishes will
not be carried out.*?’

The Public Advocate also informed the Attorney General that AHDs had been:

[...] well received by the community although one area of frequent
discussion has been the registration of the power as many community
members see this as a way of ensuring doctors will be aware of the
document.'?®

On the other hand, during that inquiry WA Health recommended there be no register
and indicated that if a register was established:

e registration should be compulsory,

e patients should have to ensure the registered AHD reflected their current wishes,
o there should be 24-hour access to the register, and

e access should be limited to appropriate health professionals and staff.1?®

In its final report, the Department of the Attorney General expressed concern regarding
the resourcing of a 24-hour register, and that there be sufficient protection for health
professionals who did not find an AHD after having searched the register — if a document
was later produced and treatment was not in line with the document. In the end, the
Attorney General elected not to proclaim the statutory provision that would have
established a register.!3°

The committee notes the evidence of Associate Professor Blake and Dr Craig Sinclair that
compulsory registration is problematic given that common law AHDs are explicitly
preserved in the GAA. They also posited that the inertia around the establishment of a
register might be associated with the work being undertaken by WA Health towards
electronic records:

127 Law Society of Western Australia — Submission to Statutory Review of the Guardianship and
Administration Act 1990 — website. Accessed 26 June 2018.

128 Department of the Attorney General, Statutory Review of the Guardianship and Administration
Act 1990, November 2015, p. 36.

129 Department of the Attorney General, Statutory Review of the Guardianship and Administration
Act 1990, November 2015, p. 37.

130 Section 11 (110ZAA) Acts Amendment (Consent to Medical Treatment) Act 2008.
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We note that other jurisdictions (e.g. NSW Ministry of Health) are
pushing ahead with electronic systems for storing and communicating
advance care planning documentation. In jurisdictions such as
Wisconsin, where advance care planning is well developed, such
systems are a core part of the electronic records system, and
communicate across the public and private health care sectors.'3!

The current lack of a centralised electronic data-base, and the need for education of
health professionals in order to ascertain the legal substitute decision-maker was
highlighted in the evidence of Dr Hennessy:

The role of the advanced health care directives, enduring power of
attorney, enduring power of guardianship should be crystal clear so that
the difficult discussions at 2am are at least held with the correct person
representing the patient’s wishes and are not vague in content. The
clinical staff who attend pre-terminal events need to know who to speak
with regarding the patients delegated wishes. The methodology for
discovering this information needs to be such that it can be easily known
by clinicians who have never met the patient before and are busy
performing resuscitation. It cannot be a phone call or computer login
away or it may as well be kept on the moon. Health IT in this state is an
absolute disgrace. Therefore, the solution for availability of this crucial
information needs to circumvent that.'3?

There has been a view amongst the health professional bodies that the Commonwealth
My Health Record (MHR) would provide a repository for AHDs. It is clear from the
evidence (as at May 2018) received that there had been very little uptake of the MHR by
the community across Australia.’*® The committee notes MHR now operates on an opt-
out basis.

Whilst MHR provides a repository for AHDs there are limitations to its effectiveness for
this purpose. For example, health professionals are not compelled to search the record.
For this reason MHR is unlikely to provide a satisfactory register for Western Australian
statutory advance health directives in the current circumstances.

131 Professor Blake and Dr Sinclair, Supplementary Information and answers to questions on notice,
p. 7.

132 Submission No. 398 from Dr Brien Hennessy, Head of Department, Anaesthesia, Sir Charles
Gairdner Hospital, 19 October 2017, p. 2.

133 See for instance Dr Timothy Koh, Chair, Royal Australian College of General Practitioners,
Transcript of Evidence, 14 December 2017, p. 2.
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Dr Hennessy also told the committee that the current health IT system is very poor and
if people were to store their AHDs it must be done properly on a system that is going to
work when needed:

It has just always been higgledy-piggledy and an added-on system from
a primary system from the 1990s. It is built on a Windows platform from
1999 and has not been upgraded since. The logins change so frequently;
you have to log in five times to find a patient’s blood pathology results,
their cardiology results, their X-ray results, to give you access to when
they are going to come and have an operation. It is just so clunky in
comparison with other systems that are used internationally where you
can just walk into a patient’s room and everything is just there and
available on my own smartphone because it knows who | am and it
knows | have walked into a particular patient’s room and just loads all
their stuff onto my phone and | can just look straight through it. There
is no login required, nothing difficult. My wife commented that when
she was at a hospital in New York recently she could just walk in there,
look at all the patient’s results, order the radiotherapy for that
particular person and walk out in four minutes. She said that that would
take her nearly six hours here. Why is there that difference? Because
they value their clinicians’ time there; it is worth something, whereas
here itis not. It is terrible. The reason | made that comment was because
| think that if we were to ask people to store their advance health
directives, it should not be on some IT system that is not going to work
when it is needed.'3*

Finding 8
Lawful advance health directives are not stored centrally and are not readily accessible
to health professionals when required.

Increased education, promotion and use of advance care planning
instruments

There is an obvious lack of knowledge and understanding in the community and amongst
health professionals about advance care planning for end of life, particularly in relation
to legally binding instruments. It is especially troubling to the committee that since the
introduction in 2008 of advance health directives, enduring powers of guardianship and
the hierarchy of decision makers, there seems to have been very little progress towards
informing and educating health professionals regarding their legal obligations. It is vitally

134 Dr Brien Hennessy, Head of Department, Anaesthesia, Sir Charles Gairdner Hospital, Transcript of
Evidence, 30 April 2018, p. 12.
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important that the WA Government take the lead role in providing and coordinating
health promotion and legal education.

It is essential to encourage everyone to make their wishes known for end of life care. Not
least because families and loved ones will have the authority and confidence to make
treatment decisions that prevent the loss of choice and dignity and provide comfort and
quality at the end of life.13 Individuals have a right to expect their wishes to be carried
out. An effective way to promote this outcome is greater uptake and use of advance care
planning instruments, combined with a community and health profession that is well
educated in and respectful of such instruments.

The question of dementia

In their submission to the Inquiry, Alzheimer’s WA stated that it was important that
‘people with dementia have access to end of life planning and advanced care directives
as part of their future planning options’.13¢ Equal access to lawful options should occur
for all people in all aspects of society.

As at January 2018, there was an estimated 425,416 Australians living with dementia and
it is now the second leading cause of death for all Australians. Dementia is responsible
for 5.4 per cent of all deaths in males and 10.6 per cent of all deaths in females each
year, and is the leading cause of death for females.*3’

According to Dr Craig Sinclair, dementia has overtaken cancer to become the most feared
medical condition.'3® Given the profound effect it has on the sufferer and their family, it
is easy to see why. There is no denying that dementia will present increasingly significant
challenges to the community in coming decades as Australian society continues to age.

Recommendation 1

The Attorney General, in consultation with the Minister for Health, appoint an expert
panel to review the relevant law and health policy and practice — and provide
recommendations in relation to the following matters:

e the establishment of a purpose-built central electronic register for advance health
directives that is accessible by health professionals 24 hours per day and a

135 Michael A. Ashby, The Futility of Futility: Death Causation is the ‘Elephant in the Room’ in
Discussions about Limitation of Medical Treatment, Bioethical Inquiry (2011) 8:151-154 — Citing
Detering, K.M., A.D. Hancock, M.C. Reade, and W. Silvester. 2010. The impact of advance care
planning on end of life care in elderly patients: Randomised controlled trial. British Medical
Journal 340: 1345-1354.

136 Submission No. 639 from Ms Ronda Parker, Alzheimer’s WA, 23 October 2017, p. 2.

137 Dementia Australia — Key facts and statistics — website. Accessed 28 June 2018

138 Dr Craig Sinclair, Research Fellow, UWA, Transcript of Evidence, 26 February 2018, p. 11.
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mechanism for reporting to Parliament annually the number of advance health
directives in Western Australia.

a requirement that health professionals must search the register for a patient’s
advance health directives, except in cases of emergency where it is not practicable
to do so.

amendments to the current Western Australian template for advance health
directives in order to match, as a minimum, the leading example across Australia,
taking into account Finding 7 (see page 48).

consider how the increasing numbers of people diagnosed with dementia can have
their health care wishes, end of life planning decisions and advance health directives
acknowledged and implemented once they have lost capacity.

Recommendation 2

The Attorney General, in consultation with WA Health, and relevant health professional

bodies, undertake an immediate and extensive program to educate health professionals

about:

the nature, purpose and effect of advance health directives and enduring powers of
guardianship;

how to identify a valid advance health directive; and

how to identify the lawful substitute treatment decision-maker.

Recommendation 3

The Attorney General, in consultation with WA Health, provide greater education for the

wider community about:

advance health directives;
enduring guardians; and

the hierarchy of medical treatment decision-makers.

Recommendation 4

WA Health immediately develop a strategy to ensure that when an AHD is provided by a

patient to a hospital, it is easily accessible and stored prominently on the medical record

— until there is a central database.
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Recommendation 5

The Minister for Health recommends to the Council of Australian Governments an
amendment to the Medicare rebate schedule to include preparation of advance health
directives with general practitioners.

Recommendation 6

The Minister for Health report to Parliament annually on the number of advance health
directives held on hospital medical records in Western Australia.

54



3.1

3.2

Chapter 3

Palliative Care

Palliative care is a relatively new field of health care practice, with its origins tracing to
the late 1960s when Dame Cicely Saunders established the first modern hospice in the

UK. Canadian physician Balfour Mount later coined the term ‘palliative care’.3

It has long been held that palliative care should neither hasten nor postpone death —
indeed, this premise can be found in the World Health Organisation’s definition:

Palliative care is an approach that improves the quality of life of patients
and their families facing the problem associated with life-threatening
illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and
other problems, physical, psychosocial and spiritual. Palliative care:

e provides relief from pain and other distressing symptoms;

e dffirms life and regards dying as a normal process;

e intends neither to hasten or postpone death;

e integrates the psychological and spiritual aspects of patient care;

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

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

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

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

e s applicable early in the course of illness, in conjunction with other therapies
that are intended to prolong life, such as chemotherapy or radiation therapy,
and includes those investigations needed to better understand and manage

distressing clinical complications.**°

139 Syme, R, Time to Die, Melbourne University Press, Melbourne, 2016, p. 81.

140 World Health Organization, Who Definition of Palliative Care, 2018, np. Available at:
http://www.who.int/cancer/palliative/definition/en/. Accessed on 28 May 2018. The website
includes a separate but similar definition of palliative care for children.
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Palliative care is intended to assist in relieving symptoms and would usually commence
once a patient has accepted that curative treatments are no longer appropriate.
According to the University of Western Australia, palliative care is:

[...] an approach to care that involves acceptance that the underlying
condition is not responsive to curative treatment (or a decision has been
made not to treat with curative intent.)**!

There is some evidence suggesting there is not always a clear delineation made by health
professionals, patients and families between curative care and symptom management
as the goal of health care.'#?

The committee received a wide range of evidence relating to palliative care in Western
Australia. Broadly speaking, the evidence covered a range of disparate areas, including:

e individual stories about experiences with palliative care — some positive and some
negative;

o expert testimony from medical professionals, including palliative care specialists,
providing details about the palliative care model, and the clinical outcomes it seeks
to achieve;

e evidence from officials within the WA Health about the funding, design and delivery
of palliative care in Western Australia, including in rural and remote regions of the
state.

The committee also conducted investigative travel to various locations in Western
Australia in order to gain an improved first-hand understanding of palliative care service
delivery.

In the Great Southern, the committee:

e heard from local members of the community about their experience with palliative
care;

e visited the hospital and hospice in Albany;

e toured a residential aged-care facility and met with staff and residents;

141 Professor Wendy Erber, Executive Dean Faculty of Health and Medical Sciences, University of
Western Australia, Electronic Mail, 16 April 2018, np.

142 Dr Omar Khorshid, President, AMA (WA Branch), Transcript of Evidence, 18 May 2018, p. 3;
Professor Doug Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health
Services; WA Country Health Services; Royal Perth Hospital, Transcript of Evidence,

9 March 2018, p. 3.
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visited the Denmark Hospital; and

met with local health professionals and WA Health officials to discuss the practical
aspects of the provision of palliative care.

In the Kimberley, the committee:

met with the Derby Aboriginal Health Service to discuss the services they provide;
visited the Derby Regional Hospital;

visited Mowanjum, a remote Aboriginal community, and met with locals and the
community’s manager;

visited the Broome base of the Royal Flying Doctor Service and met with the on-call
consultant emergency physician and the on-call clinical nurse specialist;

met with the Kimberley Palliative Care Service in Broome, which provides specialist
palliative care advice to support local doctors and nurses; and

toured a 55-bed residential care facility, Germanus Kent House, that provides both
low and high care options.

In Perth, the committee:

visited Silver Chain’s Service Centre, each member then accompanied a Silver Chain
nurse on a community patient visit;

toured the Brightwater high-care facility, Ellison House, that provides residential
care for people with advanced Huntington’s disease;

met with the palliative specialist team and the clinical team who have oversight of
the Metropolitan Palliative Community Care Service;

toured the inpatient palliative care ward at Bethesda Hospital; and

accompanied a palliative care specialist during his ward round at Sir Charles Gairdner
Hospital.

Overwhelmingly, those who gave evidence affirmed the importance of palliative care as

a means of providing physical, emotional and — where appropriate — spiritual relief for

the symptoms experienced by many at the end of their lives.

All of the evidence received pointed to the ongoing importance of palliative care, and

the respect that patients and their families have for those who make palliative care their

career and purpose. The committee noted a marked lack of consistency in the use of the
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term palliative care by both professionals, patients and families, including the nature and
extent of the clinical activities it encompasses and how early it should begin.

The bulk of this chapter outlines how, where and when palliative care is delivered in
Western Australia. The committee then examines the evidence as to how service delivery
could be improved.

Definitions

Throughout the evidence gathering process, the committee noted the terms ‘end of life
care’, ‘palliative care’ and ‘specialist palliative care’ were often used interchangeably.
This often made it difficult to gain an accurate understanding of what people meant
when they described palliative care. This was further complicated by a general lack of
consensus amongst the evidence as to when palliative care should commence and the
nature of the clinical services that it should encompass. The committee has found the
UWA definition of palliative care (see paragraph 3.3) helpful in its deliberations and
notes that definition still leaves plenty of room for competing interpretations.

The changing nature of illness and death means more demand for
palliative care

With the advent of the antibiotic era in the 1930s, death rates associated with many
infectious diseases fell dramatically.1*® Over time, death from chronic illnesses became
the most common cause of mortality. As a result, for much of the population, death has
become predictable. In 2016, there were 14,839 deaths in Western Australia. As many
as 70 per cent of those were clinically expected.'**

Almost every person in Western Australia who has an expected death will require some
form of end of life care.

The process of dying differs from person to person

Even though death may be increasingly predictable, not all deaths from terminal illness
and life-limiting disease are the same. Some patients may experience a period of
relatively high function after diagnosis, followed by a short sharp decline and then death
— this is common with a cancer diagnosis. Others, typically those with chronic organ
failure, lose function more slowly with intermittent periods of serious illness before
death. Those who are frail or have a progressive neurodegenerative disease — such as
dementia or motor neurone disease — are more likely to have a long period of relatively

143 W.A. Adedeji, ‘The Treasure Called Antibiotics’, Annals of Ibadan Postragduate Medicine, vol. 14,
no. 2, 2016, p.56.

144 Ms Amanda Bolleter, Program Manager, Palliative Care, Department of Health, Transcript of
Evidence, 13 December 2017 — Session One, p. 2.
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poor quality of life before death.'*> Advances in medicine and clinical practice also mean
that people with life-limiting illnesses are living longer and often with more than one
condition,*® which could affect their illness trajectory and further complicate their
treatment options.

This differing experience of illness and, ultimately, death is described as an illness
trajectory. Figure 3.1 below provides a representation of three typical illness trajectories
experienced by those suffering from cancer, organ failure and frailty and dementia.

Figure 3.1 Trajectories of chronic conditions¥’

A
High
Mostly cancer Short period of
evident decline
c Organ system failure,
o mostly heart and lung failure Long-term limitations
k5] with intermittent
g serious episodes
L
Mostly frailty and dementia
Prolonged decline
Low
»
»r
. Death
Time

People’s care needs will change as their illness progresses. WA Health recognises four
stages of a patient’s illness or end of life trajectory in its End of life Framework:

Table 3.1 End of Life Trajectory identified by WA Health'*®

Stage Advancing Known advanced disease with evidence of disease

One disease progression and/or symptoms, patient likely to die in the
next 6-12 months

Stage Increasing decline | Increasing frailty and symptom burden, not responding to

Two treatment patient likely to die in the next month

Stage Last days of life Irreversible clinical deterioration, life expectancy one week or

Three less

Stage Death and Death of patient

Four bereavement

145 Grattan Institute, Dying Well, Melbourne, September 2014, p. 6.

146 Submission No. 587 from St John of God Health Care, 23 October 2018, p. 4.

147 Submission No. 616 from Department of Health, 23 October 2018, p.4. [adapted from Lynne and
Adamson(2003)]

148 Department of Health, End of Life Framework, report prepared by WA Cancer and Palliative Care
Network, Department of Health, 2017, p. 4.
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While acknowledging every patient’s circumstances are different, the Framework
presents a linear outlook for patients at the end-of life. The Palliative Care Outcomes
Collaboration (PCOC) — a national program administered by the University of Wollongong
that measures and benchmarks patient outcomes in palliative care — identifies five
similar phases of a patient’s trajectory:

e stable;

e unstable;

e deteriorating;

e terminal; and

e bereavement.!%

PCOC considers the phases to be non-sequential, noting a patient can move back and
forth between the first three phases before finally entering their terminal phase.'* The
terminal phase generally relates to the hours, days, or occasionally, weeks when a
patient’s death is imminent. It is sometimes referred to as the period when a patient is
‘actively dying’.1>!

The symptoms experienced at end of life

As patients transition to the terminal phase of illness, their symptoms can become more
complex. WA Health has identified five symptoms associated with patient care during
the terminal phase:

e laboured breathing (dyspnoea)
e nausea and vomiting

e pain

respiratory tract secretions

terminal restlessness/agitation/delirium?*>2

149 Palliative Care Outcomes Collaboration, Clinical Manual, report prepared by S. Clapham and A.
Holloway, Palliative Care Outcomes Collaboration, Health Services Research Institute, University
of Wollongong, NSW, April 2018, p. 26.

150 Ibid.

151 Submission No. 587 from St John of God Health Care, 23 October 2018, p. 3.

152 Department of Health, WA Cancer and Palliative Care Network Evidence based clinical guidelines
for adults in the terminal phase 2™ Edition, report prepared by WA Cancer and Palliative Care
Network, Community Medications Project, Department of Health, 2011, np.
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Box 3.1 Palliative Care Outcomes Collaboration (PCOC)

PCOC is a national program, federally funded and run out of the University of
Wollongong. PCOC uses ‘standardised clinical assessment tools to measure and
benchmark patient outcomes in palliative care’.’>3 The core aim of the program is to
improve overall palliative care practices.'>

Participation in PCOC is voluntary and there are currently 14 participating specialist
palliative care service providers from Western Australia:'>®

Consultancy Service - South Team
Royal Perth Hospital

Royal Perth Hospital -
Practitioners

Kalamunda Hospital

Nurse

e  Albany Community Hospice e Silver Chain Hospice Care Service -
e Bethesda Hospital East Team
e Metropolitan Palliative Care o Silver Chain Hospice Care Service -
Consultancy Service - North Team North Team
Metropolitan Palliative Care Silver Chain Hospice Care Service -

South Team

St John of God - Murdoch Community
Hospice

St John of God Bunbury Hospital

St John of God Geraldton Hospital

e Greater Southern Regional Palliative
Care Service

While many health professionals regard PCOC data as useful, including WA Health, the
committee heard a different view from the WA Palliative Medicine Specialist Group.
They claim the ‘tools that [PCOC] use are open to a lot of debate as to whether they
are actually valid and applicable across all palliative care services’.1®

The committee appreciates PCOC data can be useful and sees the benefits in
benchmarking performance for the sector, but the evidence suggests the data is open
to flexible interpretation. The committee is concerned PCOC data is being
manipulated, or used selectively, to support specific claims in the end of life choices
debate.

Fatigue is also a common symptom experienced by patients at the end of life. In fact,
according to patient self-assessments provided to PCOC, fatigue is the most common
distress inducing symptom.*>’

These symptoms are not limited to patients in the terminal phase, although they are
usually more complex as death approaches. Throughout their illness trajectory, patients
may experience all, none or a combination of the symptoms, the level of intensity may

153 Patient Outcomes in Palliative Care, Western Australia July-December 2017, March 2018.

154 Patient Outcomes in Palliative Care, Western Australia July-December 2017, March 2018.

155 PCOC, List of services included, July to December 2018, np. Available at:
https://ahsri.uow.edu.au/content/groups/public/@web/@chsd/@pcoc/documents/doc/uow244
955.pdf. Accessed on 7 June 2018 and Email from Amanda Bolleter, 12 June 18.

156 Dr Anil Tandon, WA Palliative Medicine Specialist Group, Transcript of Evidence, p.4.

157 Professor Kathy Eagar, Palliative Care Outcomes Collaboration, Electronic Mail, 13 June 2018, np.
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vary and the symptoms may fluctuate over time. The level of suffering and distress a
patient experiences with these symptoms is measured subjectively and is an important

guiding factor for health professionals when considering treatments.2%8

When treating symptoms, health professionals must also consider the side-effect
profiles of prescribed medications; whether the patient is taking other medications; the
dosages of those medications and their effectiveness. Treating patients at the end of
their lives can be very complex because of the:

e combination and severity of symptoms;
e co-morbidity of conditions;
o effectiveness, dosage and side-effects of medication; and

e the subjective nature of patient measures of their experiences.

Specialist palliative care

When symptom management becomes complex the patient may be referred to a
specialist palliative medical service. WA Health defines specialist palliative care as care:

undertaken by a professional palliative care team or service with
recognised qualifications or accredited training in palliative care. The
role of specialist palliative care services includes providing consultation
services to support, advise, educate and mentor specialist and non-
specialist teams to provide end of life and palliative care and/ or to
provide direct care to people with complex palliative care needs.*>®

There are 27 palliative care medical specialists in Western Australia, with approximately
20 currently practicing in palliative care.'®°

Palliative care is more than care during the terminal phase of an
iliness

Traditionally, palliative care was limited to cancer patients, or patients with similar iliness
trajectories, who were in the final stages of their disease. Since the 1960s, however,
palliative care has continued to evolve and, according to the WA Palliative Medical
Specialist Group, referral to palliative care no longer means an end to active

158 Dr Anil Tandon, Chairman and Dr Mary McNulty, Member, WA Palliative Medicine Specialist
Group, Response to questions on notice, 29 April 2018, np.

159 Department of Health, WA End of life and Palliative Care Strategy 2018-2028, WA Cancer and
Palliative Care Network, Government of Western Australia, 2018, p. 3.

160 Dr Anil Tandon, Chairman WA Palliative Medicine Specialist Group, Sir Charles Gairdner Hospital,
Transcript of Evidence, 27 February 2018, p. 10.
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treatment.’®? In fact, Palliative Care WA (PCWA) believes ‘palliative care should be
available to anyone with life-limiting disease whose quality of life is being impacted by
their symptoms’.2®2 The committee also received evidence from Bethesda Health Care
suggesting end of life care should also be accessible to ‘those who become increasingly
frail, even without a life-threatening illness’.163

Unfortunately, there remains a misconception that palliative care is just for the final days
or weeks of life or only for people with cancer.'®* Many patients and their families are
reluctant to involve palliative care in their treatment out of the mistaken fear and
misunderstanding of what it represents.’®> To abate these fears and misconceptions
PCWA, in its evidence to the inquiry, highlighted that ‘palliative care respects the
informed patient choice with an emphasis on very detailed communication between the
palliative care professional and the person’.16®

According to the Australian and New Zealand Society of Palliative Medicine, palliative
care should offer ‘a support system to help patients live as actively as possible until
death’.*®” Furthermore, palliative care is:

applicable early in the course of illness, in conjunction with other
therapies that are intended to prolong life, such as chemotherapy or
radiation therapy, and includes those investigations needed to better
understand and manage distressing clinical complications.*%8

Palliative care is therefore about improving quality of life through medical treatment for
those facing life limiting illnesses and it may commence significantly earlier than the
terminal phase of an illness.

It is clear that the decision to commence palliative care is a difficult one for patients and
their families. The decision involves an acknowledgement that the patient cannot be
cured of the illness or disease that is afflicting them. Early referral to specialist palliative
care may improve quality of life, but ultimately, and consistent with the principle of

161 Submission No. 630 from WA Palliative Medical Specialist Group, 23 October 2018, np.

162 Ms Cait Calcutt, Project Officer, Palliative Care WA, Response to questions on notice,
19 December 2017, p. 1.

163 Lunney, Lynn & Foley (2003) ‘Patterns of functional decline at the end of life’ — Journal American
Medical Association — 289(18) in Ms Yasmin Naglazas, Chief Executive Officer, Bethesda Health
Care, Letter, 17 April 2018, p. 3.

164 Ms Cait Calcutt, Project Officer, Palliative Care WA, Response to questions on notice,

19 December 2017, p 3.

165 Submission No. 611 from Silver Chain Group, 23 October 2017, p. 6.

166 Dr Elissa Campbell, President, Palliative Care WA, Transcript of Evidence, 14 December 2017, p. 9.

167 Submission No. 674 from Australian and New Zealand Society of Palliative Medicine,

1 November 2018, p.4 of Position Statement.

168 Submission No. 674 from Australian and New Zealand Society of Palliative Medicine,

1 November 2018, p.4 of Position Statement.
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patient autonomy, specialist palliative care should commence only when the patient is
ready for it to commence.

Where do people receive palliative care treatment?

Consistent with access to medical care across Western Australia generally, how patients
access palliative care will vary depending upon their socio-economic status and whether
they are located in the regions or in the Perth metropolitan area.

State-wide leadership in the provision of palliative care is provided through the WA
Cancer and Palliative Care Network (WACPCN). Established in 2006, the WACPCN aims
to improve palliative care practice by coordinating services, providing advice, setting
standards and funding programs so patients across the state have access to quality and

timely palliative care.®®

WA Health funds palliative care in Western Australia on an inpatient, community care or
consultancy basis.’® Palliative care services are focused around “episodes of care”,
which are periods of contact between a patient and a palliative care service occurring in
a single setting. An episode of care ends when the setting of care changes. Typically, a
patient receiving palliative care is likely to have more than one episode of care.'’* For
example, a new episode of care commences on admission to hospital and would come
to an end on discharge.

Specialist palliative care is currently provided across 28 government and non-

government services through inpatient, community and consultancy models:'7?

“Inpatient” - episodes of care are those for which the intent of the
admission was for the patient to be in hospital overnight. This includes
those patients who were admitted and died on the day of their
admission.

“Community care” - episodes where the patient received palliative care
either in their home or a residential aged care facility.

“Consultancy” — Palliative care consultancy services are teams of
specialist doctors and nurses who provide palliative care advice to assist
treating teams across all areas of the hospital. Palliative care

169 Submission No. 616 from Department of Health, 23 October 2018, p. 3.

170 Dr Russell Weisz, Director General, Department of Health, Response to questions on notice,
9 March 2018.

171 Palliative Care Outcomes Collaboration, Clinical Manual, report prepared by S. Clapham and A.
Holloway, Palliative Care Outcomes Collaboration, Health Services Research Institute, University
of Wollongong, NSW, April 2018, p. 12

172 Dr David Russell-Weisz, Director General, Department of Health, Response to Questions on
Notice, 16 May 2018, np.
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consultancy advice may include: pain and symptom management,

including emotional and spiritual distress; assistance with decision-

making and family/patient communication; discharge planning; linking

in with community palliative care services and/or possible admission to

the hospital’s palliative care unit.

336 WA Health provided a list of the 28 services currently accredited to provide specialist
palliative care:'”3
e Glengarry Hospital (Private) St John of God Geraldton Hospital
e Silver Chain Hospice Care Service (Public/Private)
e Kalamunda Hospital Midwest Regional Palliative Care
e St John of God Subiaco Hospital Service — Geraldton
(Private) Geraldton Community Service
e WA Paediatric Care Service Goldfields Regional Palliative Care
e Royal Perth Hospital Service - Kalgoorlie
e Hollywood Hospital (Private) Wheatbelt Regional Palliative Care
e Sir Charles Gardiner Hospital Service - Northam
e Bethesda Hospital (Public/Private) Bunbury Hospital — Bunbury
e Metropolitan Palliative Care St John of God Bunbury Hospital
Consultancy Service (MPaCCS) (Public/Private)
e StJohn of God Murdoch (Private) South West Regional Palliative Care
e St John of God Community Hospice Service —Bunbury
(Public/Private) Busselton Hospital — Busselton
e Fiona Stanley Hospital Albany Community Hospice
e Rockingham General Hospital (Public/Private)
e Kimberley Regional Palliative Care Albany Hospital - Albany
Service — Broome Great Southern Regional Palliative
e Pilbara Regional Palliative Care Care Service - Albany
Service — Port Hedland
337 The models of care available at each of these facilities differ and it would not be correct
to suggest the level of palliative care provided is equal across them all. For example, four
of the WA Country Health Service regions only have access to consultative specialist
palliative care. Without access to inpatient or community specialist palliative care
patients do not have the same level of choice as patients in the other parts of the state.
338 Western Australia is unique in that the majority (55 per cent) of palliative care-related

hospitalisations occur in private hospitals (both metropolitan and regional). This is

173 Dr David Russell-Weisz, Director General, Department of Health, Response to questions on
notice, 21 June 2018, np. Note: Joondalup Health Campus was included in the list provided by
the Department, but as it is still in development, it was not included in the list of current
facilities.
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attributable to WA Health’s practice of establishing public contracts with private facilities
174

for the provision of inpatient palliative care beds.
In addition to the services provided by WA Health, there are other avenues for people to
seek advice and support when they or their loved ones are facing a life-limiting illness.
PCWA hosts a 1-300 number, initially established for administrative purposes; this
number has become a de facto support-line providing information on a wide variety of
palliative care matters.'’> People can also access support and advice from disease-
specific groups like the Motor Neurone Disease Association of WA, Huntington’s WA, and
Multiple Sclerosis WA.

Palliative care in Metropolitan Perth

WA Health provides patients with access to specialist palliative care through dedicated
hospital units, hospices, general hospital wards, and in the community through Silver
Chain Hospice Care and the Metropolitan Palliative Care Consultancy Service.

Inpatient

Access to inpatient specialist palliative care is limited in Perth. There are only four
dedicated specialist palliative care units — Bethesda Hospital, Kalamunda Hospital and
both the St John of God run Murdoch Hospital and separate Community Hospice.l’®
Some hospitals, including Sir Charles Gairdner, have an on-site consultative specialist
palliative care team, who can provide consultancy and direct care for patients admitted
in any ward across the hospital. Joondalup Health Campus is currently in the early stages
of establishing a palliative care consultancy service.'”’

On-site specialist palliative care is currently not available at Osborne Park Hospital,
Midland Health Campus (public and private), Armadale Hospital, Fremantle Hospital,
Peel Health Campus and Joondalup Health Campus'’® (in development). If patients in
these hospitals are at end of life, they may receive palliative care from their treating
teams. If their symptoms become complex, access to specialist palliative care is available
through a 24-hour telephone consultancy service. In certain cases, when the patient’s
needs are particularly complex they may require a transfer from their place of care to a
dedicated specialist palliative care unit.1”?

174 Submission No. 587 from St John of God Healthcare, 23 October 2017, p. 9.

175 Ms Lana Glogowski, Executive Officer, Palliative Care WA, Letter, 18 May 2018.

176 Ms Amanda Bolleter, Program Manager - WA Cancer and Palliative Care Network, Department of
Health, Transcript of Evidence, 13 December 2017 — Session one, p. 3.

177 Ms Amanda Bolleter, Program Manager - WA Cancer and Palliative Care Network, Department of
Health, Transcript of Evidence, 18 May 2018, p. 34.

178 Dr Anil Tandon, Chairman WA Palliative Medicine Specialist Group, Sir Charles Gairdner Hospital,
Transcript of Evidence, 27 February 2018, p. 2.

179 Ms Amanda Bolleter, Program Manager — WA Cancer and Palliative Care Network, Department of
Health, Transcript of Evidence, 18 May 2018, p. 12.

66



3.43

3.44

3.45

Finding 9

Access to inpatient specialist palliative care in Perth is limited.

Finding 10

Apart from a small number of private beds at Glenngary Hospital, there is no inpatient
specialist palliative care hospice in the northern suburbs of Perth.

Recommendation 7

The Minister for Health should facilitate the establishment of an inpatient specialist
palliative care hospice providing publicly funded beds in the northern suburbs of Perth.

Community Care - Silver Chain Hospice Care

Another unique feature of Western Australia’s specialist palliative care delivery is the
contract with Silver Chain Hospice Care (Silver Chain) to provide high-quality community
care in metropolitan Perth enabling patients to be cared for in the place of their choice.
Silver Chain is a hospital-level accredited service funded by the State Government to
provide community-based specialist palliative care at no out-of-pocket cost to the
patient.1&

Access to the service requires a referral from a medical practitioner, either a GP, a
hospital doctor or specialist, or a nurse practitioner.'8! Every referred patient is assessed
within 24 hours and, despite being formally funded for approximately 420 people, Silver
Chain currently provides services to over 650 patients.’® In 2016-17, Silver Chain
provided care to 5,170 people with a life-limiting illness; 2,163 Silver Chain patients died
during this period of whom 74.8 per cent died in their own home.83

Silver Chain employs a multidisciplinary team of specialist nurses, medical consultants,
GPs, allied health professionals, social workers, counsellors and chaplains, care aides and
volunteers to provide a range of palliative care needs in the community.'® Specialist
palliative care physicians are available to assist with the most complex palliative care
needs, but if the complexity of the care requires a hospital admission, Silver Chain will
make the necessary referral with permission from the patient.®

180 Ms Amanda Bolleter, Program Manager - WA Cancer and Palliative Care Network, Department of
Health, Transcript of Evidence, 13 December 2017 — Session One, p. 6.

181 Mr Mark Cockayne, General Manager, Health Care WA, Silver Chain Group, Transcript of
Evidence, 14 December 2017, p. 8.

182 Dr Mary McNulty, Palliative Care Medical Specialist, Silver Chain, Transcript of Evidence,
27 February 2018, p. 16.

183 Ms Amanda Bolleter, Program Manager - WA Cancer and Palliative Care Network, Department of
Health, Transcript of Evidence, 13 December 2017 — session one, p. 6.

184 Submission No. 611 from Silver Chain, 23 October 2018, p. 1.

185 Professor Evans, Chief Advisor — Public Policy, Silver Chain Group, Transcript of Evidence,
14 December 2018, p. 12.
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Finding 11

Silver Chain is providing community palliative care to more patients than for which it is
funded.

Recommendation 8

The Minister for Health should ensure that community palliative care providers, such as
Silver Chain, are adequately funded to provide for growing demand.

Community Care — Metropolitan Palliative Care Consultancy Service

The Metropolitan Palliative Care Consultancy Service (MPaCCS) is a mobile specialist
palliative care team, funded by WA Health and administered by Bethesda Health Care,
which aims to build the capacity of residential, mental health, disability care and
correctional facilities to care for residents at the end of life.18¢

MPaCCS admits more than 1,100 patients and visits over 200 care facilities of different
types annually; access to the service is via referral from the care facility.'®’

Community Care — Residential aged-care

Improvements in and increased access to good quality in-home care services has enabled
people to remain at home for much longer than previously expected. Consequently,
many residents are entering care with greater levels of frailty and several comorbidities.
Despite these increasing care requirements, few WA aged-care providers employ or

formally contract specialist clinicians to provide care for these complex cases.!8

Without appropriate or sufficient resources, staff at aged-care facilities are likely to refer
patients to acute settings rather than treating the patients themselves. This usually
involves an ambulance transfer after hours in response to a perceived crisis.'®® This is far
from ideal. Wherever possible, according to National Palliative Care guidelines, residents
should remain in their familiar environment and if referral to a specialist palliative care
service is required, it should occur, not in a time of crisis, but following discussions
between the patient and the treating team.'%°

186 Submission No. 616 from Department of Health, 23 October 2018, p.7.

187 Ms Yasmin Naglazas, Chief Executive Officer, Bethesda Health Care, Letter, 17 April 2018, p. 6.

188 Submission No. 640 from Braemar Presbyterian Care, 23 October 2018, np.

189 The National Palliative Care Program, Guidelines for a Palliative Approach in Residential Aged
Care, report prepared by Edith Cowan University, National Health and Medical Research Council,
Australian Government, May 2006, p.40.

190 The National Palliative Care Program, Guidelines for a Palliative Approach in Residential Aged
Care, report prepared by Edith Cowan University, National Health and Medical Research Council,
Australian Government, May 2006, p.40.
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The MPaCCS program aims to address many of these issues by providing additional
support to residential aged-care facilities to build the capacity of staff to manage the
palliative care needs of residents and avoid unnecessary hospital transfers.'%!

WA Health also provides the Residential Care Line (RCL), an interface between residential
aged-care facilities and the public health system. The RCL provides specialist clinical
support to aged-care facilities relevant to a specific patient’s needs. This service is not

limited to palliative care.'®?

In 2016-17, MPaCCS provided over 925 episodes of care and the RCL delivered over
12,000 service events to residential aged-care facilities.’* Together MPaCCS and the RCL
provide support to patients in residential aged-care enabling them to receive care in the
location of their choosing.

Palliative care in Rural and Regional WA

WACPCN established the Rural Palliative Care Model in 2008 in order to:
e provide services for patients with life limiting illness, regardless of diagnosis;

e address the palliative care needs of patients and their families during their illness
trajectory;

o deliver care in any setting — hospital, palliative care units, residential care or in-
home; and

o identify partnerships between specialist palliative care services and primary care
providers.1%

As in most health care settings, but particularly in the regions, primary care providers
assume a critical role in caring for people with life limiting illnesses. The Rural Palliative
Care Model promotes partnerships between these primary care providers and specialist
palliative care teams or services to ‘provide the best possible care’ according to the
‘needs of each individual’.*%

191 Mr Luke Hayes, Acting Manager, Purchasing and Contracting, Department of Health, Transcript of
Evidence, 13 December 2017 — Session One, p. 4.

192 Mr Luke Hayes, Acting Manager, Purchasing and Contracting, Department of Health, Transcript of
Evidence, 13 December 2017 — Session One, p. 4.

193 Mr Luke Hayes, Acting Manager, Purchasing and Contracting, Department of Health, Transcript of
Evidence, 13 December 2017 — Session One, pp. 4 & 8.

194 Department of Health Western Australia, Rural Palliative Care Model, report prepared by WA
Cancer and Palliative Care Network, Department of Health, Western Australia, 2008, p. 18.

195 Department of Health Western Australia, Rural Palliative Care Model, report prepared by WA
Cancer and Palliative Care Network, Department of Health, Western Australia, 2008, p. 23.
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The Rural Palliative Care Program, funded by WA Health, works across all rural regions
and aims to provide coordination of palliative care services via capacity building, direct
care and consultative services. As at October 2017, the Program employed 19.1 full-time
equivalent (FTE) health professionals across the rural regions who provide direct care,
but also had a significant role in providing education and training to health, community
and aged-care professionals in these areas.'®®

Across regional and rural Western Australia there is also reliance on Telehealth to
provide acute healthcare services including palliative care. In this context, Telehealth
enables outpatient consultations between metropolitan-based specialists and regional-
based patients via videoconferencing.'®” At this stage, these Telehealth services are only
available during business hours.*?8

While general practitioners and nurses provide the majority of palliative care in rural and
regional WA, once a patient’s condition becomes too complex, specialist palliative care
may be required to provide extra symptom management.'*®

Each of the seven WA Country Health Services’ regions — Goldfields, Great Southern,
Kimberley, Midwest, Pilbara, South West and Wheatbelt — has a Specialist Palliative Care
Team comprising a nurse manager, a senior social worker, a clinical nurse and an
administrative assistant. These teams work with local GPs and can link with a palliative
care specialist in Perth (via a 24-hour phone service) or a visiting specialist palliative care
consultant.?0

Access to specialist palliative care requires a referral from the patient’s GP. The referral
goes to the regional specialist palliative care team, the patient is then triaged and, if
appropriate, the specialist team coordinates and monitors their treatment.?! The GP
continues to provide the care but with the specialist palliative support of the regional
team.

When the specialist team becomes involved, it does not necessarily require a patient
transfer. Where possible care will continue to be provided at a location of the patient’s

196 Submission No. 616 from Department of Health, 23 October 2017, p. 5.

197 Government of Western Australia, WA Country Health Service, Telehealth, 2011, np. Available at:
http://www.wacountry.health.wa.gov.au/index.php?id=telehealth. Accessed on 20 July 2018.

198 Mrs Marion Anne Slattery, Director of Nursing and Midwifery, WA Country Health Service,
Transcript of Evidence, 18 May 2018, p. 14.

199 Mrs Marie Baxter, Executive Director of Nursing and Midwifery, WA Country Health Service,
Transcript of Evidence, 18 May 2018, p. 6.

200 Mrs Marion Anne Slattery, Director of Nursing and Midwifery, WA Country Health Service,
Transcript of Evidence, 18 May 2018, p. 5.

201 Mrs Marion Anne Slattery, Director of Nursing and Midwifery, WA Country Health Service,
Transcript of Evidence, 18 May 2018, p. 31.
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choosing — at home, a residential aged-care facility or at the local hospital.2?
Unfortunately, there is limited infrastructure in rural and remote communities to
support patients who wish to die at home.?%

According to WA Health, all regional hospitals can accept patients with specialist
palliative care needs. Some regional resource centres have specific palliative care beds,
but others can “flex” a bed to a palliative care bed if required.?%*

Access to palliative care is not equal across regional areas

To gain an understanding of the inequity with access to palliative care across regional
Western Australia the committee undertook investigative travel to both the Kimberley
and the Great Southern regions. WA Health confirmed these sites as useful to provide
insights into the difference in palliative care provision throughout the state.

Great Southern — Brief summary of visit

The committee was advised that Albany, and by extension the Great Southern, has the
strongest regional specialist palliative care provision in the state.?°> While in the region,
the committee visited the Albany Hospice, Albany Health Campus, a residential aged-
care facility, and the Denmark Health Facilities. The committee also held a series of
hearings and invited members from the local community to give evidence.

The Albany Health Campus provides inpatient specialist palliative care and consultative
palliative care for the whole of the Great Southern region under the clinical lead of
Professor Kirsten Auret. Professor Auret also has oversight of the Albany Hospice — an
eight-bed, not-for-profit, community facility.

While provision of specialist palliative care services in the Great Southern is well
regarded, the level of hands-on care drops away as the distance from Albany increases.
Within Albany, patients have access to 24-hour palliative care services. Denmark Hospital
offers 8-hours per day Monday to Friday, with a specialist palliative care registered nurse
on-site two days per week. In Mt Barker, dedicated palliative care services are only
available 7-hours per week.

202 Mrs Marion Anne Slattery, Director of Nursing and Midwifery, WA Country Health Service,
Transcript of Evidence, 13 December 2017 — Session one, p. 7.

203 Submission No. 684 from WA Country Health Services, 5 December 2017, p. 3.

204 Mrs Marie Baxter, Executive Director of Nursing and Midwifery, WA Country Health Service,
Transcript of Evidence, 18 May 2018, p. 3.

205 Telephone conversation between committee Principal Research Officer and Ms Amanda Bolleter,
Program Manager, Palliative Care, Department of Health, 20 December 2017.
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At the public hearings the witnesses told personal accounts of their individual
experiences with caring for family members at the end of life, many of the witnesses
believe palliative care provision is adequate in Albany most of the time.2%

Kimberley — Brief summary of visit

The model for palliative care service delivery in the Kimberley is very different to that in
the Great Southern region. The vast geographic area and dispersed population adds to
the challenge of providing effective palliative care in the Kimberley.

While in the region, the committee visited the Derby Aboriginal Health Service, Derby
Regional Hospital, the Kimberley Palliative Care Service, Germanus Kent House (provider
of high-care residential-care), and the Broome Base of the Royal Flying Doctor Service
(RFDS).

Access to palliative care in Derby is very limited and staff from the Derby Aboriginal
Health Service (DAHS) identified several gaps for consideration by the committee:

e The need for more staff on the ground to provide care for local communities;
e Problems with the coordination of care;

e The lack of opportunity for people to die at home; and

e Issues with securing ongoing funding.

DAHS also indicated the decision to transfer some services to Broome has not been
successful, largely due to the lack of connectedness to the Derby community. Health
providers in Broome do not have a solid understanding of the needs of the Derby
community including their wishes about care.

The committee was very impressed with the staff and facilities at the RFDS base in
Broome. The RFDS provides a wide-range of health services including care for people at
end of life who need transportation between hospital and home, but they have a limited
role in the provision of palliative care.

The committee also visited Germanus Kent House, a 55-bed aged care facility in Broome.
Twelve of the beds are designated for patients with dementia and the facility provides
palliative care with assistance from the Kimberley Palliative Care Service.

206 See for example Ms Jenny Rickerby, individual citizen, Transcript of Evidence, 7 March 2018, pp.
3-4 and Mrs Montefiore, individual citizen, Transcript of Evidence, 7 March 2018, p. 2.
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In-home care is not always preferred

Many submitters and witnesses told the committee that 70 per cent of people wish to
die at home. This statistic originated with a 2006 South Australian study that asked
individuals over the age of 15 where they would prefer to die ‘if they were dying of a
terminal illness’.2%7

It may well hold true for healthy people or even people in the early stages of a chronic
or terminal illness, but as their health deteriorates many people may, and do, change
their mind. In fact, the Centre for Independent Studies identified research that found the
preference for home care reduced as death became imminent, with carers’ preference
for home care reducing from 92 per cent to 42 per cent, and patients’ preference shifting
from 90 per cent to 50 percent in the last week of life.2%8

WA Health’s three models of specialist palliative care — inpatient, community and
consultative — each have their merits and theoretically provide individuals with options
when deciding their preferred place of care. It can be assumed the level of hands-on
specialist palliative care will always be greatest in a dedicated inpatient palliative care
unit or hospice. However, many patients may not want or require that level of care; their
symptoms may be adequately managed in a community/home setting.

The complexity of many palliative patients’ illness trajectories means it is rarely an either-
or situation. Many people will receive care in a hospital setting, in addition to care they
may receive in the community with support from Silver Chain or MPaCCS. The settings
of care are not mutually exclusive and effective palliative care will rely upon coherent
integration between in-home care providers, treating doctors, hospitals and specialist
palliative care providers. WA Health needs to ensure people can transition seamlessly
between care settings when the want or need arises.

People’s experiences at end of life will vary. One person may wish to receive active
treatment in a dedicated palliative care unit until they die; another may elect to stay at
home even if their symptoms could be better managed in hospital; others may move
between inpatient and community settings. It is important to understand that this is a
matter of individual choice that must be respected and supported.

Limitations of community palliative care

The committee received evidence that there are difficulties with continuity of care under
the existing palliative care models.??® Patients receiving care at home may require more

207 Dr Jessica Borbasi, 'Life Before Death: Improving Palliative Care for Older Australians', The Centre
for Independent Studies, Report No. 34, November 2017, p. 14.

208 Dr Jessica Borbasi, 'Life Before Death: Improving Palliative Care for Older Australians', The Centre
for Independent Studies, Report No. 34, November 2017, p. 14.

209 Department of Health, The End of life Framework, report prepared by WA Cancer and Palliative
Care Network, Government of Western Australia, 2017, p. 8.
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complex care than they are capable of receiving. Transfer of care is not always seamless
or even possible.

Individuals have a choice to be cared for in their preferred setting, but there are
limitations to what can be provided in the community as indicated by Marcelle Van Soest:

Silver Chain was wonderful but upping the morphine did no good. It did
no good for the pain; it was useless. They put a push-pump in him with
the morphine—in a person with no fat under his skin, it was hideously
cruel.?10

The committee is concerned that the emphasis on community care is coming at the
expense of optimal symptom relief and may also be placing carers and family under
significant pressure in dealing with very distressing and unmanageable situations.
Patients should be afforded autonomy to make their own health care decisions; this
includes deciding the best setting of care.

Recommendation 9

WA Health should conduct an independent review, from a patient’s perspective, of the
three models of palliative care in Western Australia: inpatient, consultative and
community. The review should examine the benefits and risks of each model and the
accessibility of each across the state as well as the admission criteria for hospice care
(see Finding 18).

Barriers to effective end of life care

Australia ranks second internationally for the quality of its palliative care?'! and the
WACPCN is making progress to ensure Western Australians have access to the end of life
treatments of their choosing.

However, the committee heard considerable evidence to suggest a lack of understanding
in the community and even in the medical profession that is creating a barrier between
patients and the palliative care that is available to them. The following factors contribute
to a general confusion and apprehension towards palliative care:

e avoiding discussions about death;

e not fully understanding what palliative care means and recognising when it should
begin; and

e not knowing how to access and navigate palliative care services.

210 Ms Marcelle Van Soest, Private Citizen, Transcript of Evidence, 1 May 2018, p.1.
211 The 2015 Quality of Death Index Ranking palliative care across the world, report prepared by The
Economist Intelligence Unit, Commissioned by Lien Foundation, 2015.
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We should all talk about death

Inherently, as a society, we do not like to talk about death — this includes the medical
profession. Perhaps it is because doctors are trained as “healers” so death can be seen
as a “failure” or because patients are not ready to accept their own demise so doctors
“do everything” to prolong their life.

Either way, death is inevitable and if we want to increase the likelihood of dying a “good
death” people — patients, families, carers and health professionals — must talk about it.

According to senior palliative care specialist, Professor Doug Bridge:

When both the doctor and the patient avoid the reality of death, the
result can be a prolonged, distressing, agitated, fearful, lonely death, on
a hospital bed, entangled in tubes, instead of in the embrace of a loving
family.?'?

The committee consistently heard from health professionals that access to specialist
palliative care in the early stages of a diagnosis might improve ‘quality of life, mood,
coping ability, symptom management and death in the preferred place of choice’.?!?
However, this would require ‘personal, clinical and societal recognition of death and the

process of dying’.24

Finding 12

Access to specialist palliative care in the early stages of a diagnosis might improve
remaining quality of life, mood, resilience, symptom management and allow for death in
the patient’s preferred location. These benefits would be more readily available to
patients if difficult discussions about death and dying took place earlier.

More patients could benefit from referral to palliative care

As indicated previously (see paragraph 3.28 above) there continues to be a
misconception that palliative care is only for cancer patients in the last days or weeks of
life.

A comprehensive study using data from 2009 and 2010 starkly illustrates that palliative
care services remain overwhelmingly accessed by patients suffering from cancer. The
study compared the number of deaths in Western Australia from diseases considered
amenable for palliative care (12,817) with the number of patients who accessed

212 Professor Doug Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health
Services; WA Country Health Services; Royal Perth Hospital, Transcript of Evidence,
9 March 2018, p. 2.

213 Submission No. 685 from Australian Medical Association (WA), 15 February 2018, p. 3.

214 Michael Ashby, ‘How we die: A view from palliative care’, QUT Law Review Vol. 16, Issue 1, p. 7.
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specialist palliative care in the last year of life (5,932).2'°> The research found three things
of particular interest to the committee:

e only 46.3 per cent of patients with diseases amenable to specialist palliative care
actually accessed the service in their last year of life;

e only 14.2 per cent of the patients who accessed specialist palliative care died from
non-cancer related diseases despite comprising 40 per cent of the deaths studied;
and

e cancer patients were over-represented amongst the cohort receiving palliative
care.?16

The study reveals that more can be done to promote understanding of palliative care in
the community and with health professionals. It also reveals that health professionals
may not be actively referring non-cancer patients into palliative care.

Finding 13
More can be done to promote understanding of palliative care in the community and

with health professionals to ensure that more non-cancer patients who could benefit
from palliative care are receiving it.

According to the WA branch of the Australian Medical Association (AMAWA), in
‘2015/16 there were 2,811 deaths in Western Australian from conditions considered

appropriate for palliative care’.2”

The AMAWA figure is lower than that identified in the study referred to above at para
3.88. The same study found that in 2009 and 2010, 53.7 per cent of deaths in WA were
from conditions amenable to receiving palliative care.? It is also noteworthy that cancer
accounts for one-third of all deaths in Western Australia each year.

The committee notes the discrepancy in the number of deaths in Western Australia from
conditions considered amenable to receiving palliative care reported by WA Health and
the AMAWA.

The committee’s view is that there is a considerable number of people with conditions
considered amenable to receiving palliative care but are not accessing it.

215 Rosenwax et all, ‘A retrospective population based cohort study of access to specialist palliative
care in the last year of life: who is still missing out a decade on?’ BMC Palliative Care, 2016.

216 Rosenwax et all, ‘A retrospective population based cohort study of access to specialist palliative
care in the last year of life: who is still missing out a decade on?’ BMC Palliative Care, 2016, p. 5.

217 Submission No. 685 from Australian Medical Association (WA), 15 February 2018, p. 2.

218 Rosenwax et all, ‘A retrospective population based cohort study of access to specialist palliative
care in the last year of life: who is still missing out a decade on?’ BMC Palliative Care, 2016, p. 3.
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The committee was told of a simple, but perhaps rough guide for determining if a patient
was suited for palliative care — the “surprise test”:

... primary care clinicians are asked the question: ‘would you be
surprised if the patient were to die in the next year?’ If the answer is
‘no’, a shift of care to a palliative approach is implemented.?*’

Finding 14
There is inconsistency in the data regarding the number of patients with conditions

amenable to receiving palliative care. This is perhaps reflective of the uncertainty
regarding which diseases or conditions are appropriate for palliative care.

The committee received evidence from a withess whose experience with Western
Australia’s health care system demonstrated the difficulty of gaining access to palliative
care services (see Case Study 3.1).

Case study 3.1 2%°

Ms Cait Calcutt told the committee of her late partner who died in 2014. Prior to 2014 Ms
Calcutt admits little understanding of palliative care, although she had been caring for her
partner ‘who was diagnosed with three chronic life-limiting diseases in his early 40s [...]
He had survived two cancer diagnoses in eight years and he was living with the disabling
consequences of surgeries, treatments, opioids, medications and dealing with chronic
pain’.

Her partner’s GP was experienced in caring for patients with chronic disease but the
complexity of his many illnesses also meant having to coordinate fragmented care, which
included ‘surgeons, endocrinologists, gastroenterologists, neurologists, pain specialists,
psychiatrists, psychologists and pharmacists’. At the beginning of 2014, her partner’s
health deteriorated rapidly and, while in hospital, he was told his carcinoma had returned
and that he had 12, but probably six, months to live. He was not referred to the hospital
palliative care team or to a palliative care service and was discharged from the hospital.

Shortly after his discharge, he suffered another health crisis that resulted in an emergency
hospital admission. It was only at this point that the palliative care team became involved,
‘not at the request of the doctor but at the urging advocacy of a family member, who was
a health professional and knew the hospital and its systems’.

According to Ms Calcutt, ‘the introduction of the palliative care team to [her] partner’s
care was immediately transformative’ for them both. He was transferred to in-hospital
hospice care, where ‘the treatment was focused on the whole person for the first time and
there was clear, honest and caring communication with my partner and our family’.

219 Michael Ashby, ‘How we die: A view from palliative care’, QUT Law Review Vol. 16, Issue 1, p. 9.
220 Ms Cait Calcutt, Personal and Project Officer, Palliative Care WA, Transcript of Evidence,
9 April 2018, p. 2.
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Despite previous experiences with cancer and multiple life-limiting conditions, the health
professionals had never had an honest conversation about the dying process with Ms
Calcutt or her partner. The referral to palliative care services only came at the insistence
of their family friend. Anecdotally this demonstrates the committee’s concern that
health professionals, even specialists, may not recognise the need for palliative care or
may not know how to refer their patients into the service.

Recommendation 10

WA Health should implement a process to determine the unmet demand for palliative
care and establish an ongoing process to measure the delivery of palliative care services
with the aim of making those services available to more Western Australians.

Health Promotion — a necessity

Ms Calcutt’s experience demonstrates the need for coordinated health promotion. Dr
Alison Parr, the Director of Medical Services for St John of God Health Care believes there
is a:

need for public and professional education in relation to the benefits of
palliative care, including early referral and the need to raise awareness
of referral pathways; the need to build capacity for provision of
appropriate care; the need to respect the choice of individuals and to

promote advance care planning.??*

WA Health partially funds the Palliative and Supportive Care Education services. This
service, although based with the Cancer Council of WA, provides education across all
diagnoses.

PCWA runs an independent information line and provided a copy of the phone log to the
committee to demonstrate the number and complexity of calls they receive from the
community and health professionals seeking advice on palliative care matters.

They have received calls from GPs looking for palliative care literature; seeking advice
regarding access to services; and advice regarding treatment and medication. As for
families and patients, the type of advice provided includes:

e advance care planning;

e how to access palliative care services from Silver Chain, inpatient hospitals, hospitals
and from within aged-care facilities; and

221 Dr Alison Parr, Director of Medical Services, St John of God Health Care, Transcript of Evidence,
28 February 2018, p. 3.
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e how to understand and navigate the palliative care system and clarifying what is
happening to them.

WA Health, with the WACPCN, has made progress in recent years to improve access to
and coordination of palliative care in WA, but evidence suggests there remains
uncertainty in the community. The Palliative Care WA telephone log demonstrates this.
It also highlights the need for a fully funded community telephone support and
information line for palliative care services.

Recommendation 11

To improve understanding of palliative care in Western Australia, WA Health should:

e establish a consistent definition of palliative care to be adopted by all health
professionals;

e provide comprehensive, accessible and practical information and education services
about palliative care to health professionals and the community;

e encourage knowledge sharing by palliative care specialists with their generalist
colleagues; and

e establish a palliative care information and community hotline.

Poor coordination and communication — impacting continuity of care

With more patients requiring multiple episodes of care, the lack of communication
between GPs, carers in the community, and hospitals has been recognised as a barrier
to a patient’s continuity of effective palliative care.

The AMAWA believes better communication between care providers could not only
improve continuity of care, but also ‘prevent hospitalisations for patients at the end of
life, and decrease inappropriate treatments through sharing of advance care plans’.??2

The WA Palliative Medicine Specialist Group also identified this as a ‘major problem’ at
a state-wide level with ‘huge risks for the patients when they move from one place of
care to another’.223 According to Dr Anil Tandon, a palliative medicine specialist, this is
even an issue between hospitals within Perth as each one uses slightly different forms
so information documented about a particular patient, including treatment decisions,
does not necessarily get transferred with them from site to site.??*

222 Submission No. 685 from Australian Medical Association (WA), 15 February 2018, p.3.

223 Dr Anil Tandon, Chairman WA Palliative Medicine Specialist Group, Sir Charles Gairdner Hospital,
Transcript of Evidence, 27 February 2018, p. 12.

224 Dr Anil Tandon, Chairman WA Palliative Medicine Specialist Group, Sir Charles Gairdner Hospital,
Transcript of Evidence, 27 February 2018, pp. 12-13
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To address the continuity of care issues across care settings the WACPCN has developed
the ‘Goals of Patient Care’ form, a ‘state wide integrated medical form which identifies
and records a patient’s goals of care’.??> Goals of Patient Care was piloted across the
state’s health services, including south metro, north metro, east metro and WACHS and
the full rollout will depend on individual sites.??® The WA Palliative Medicine Specialist
Group expects that the Goals of Patient Care form will enable the same form to be used
across care settings — ‘in an ambulance, in a nursing home and in a hospital’, and it will
link with the current IT systems used in health care.??”

It is concerning to the committee that legally binding AHDs, which are documents
created by patients that contain their healthcare preferences, are not afforded the same
priority by WA Health as Goals of Patient Care. If these can be rolled out across the health
system, including in ambulances, then the same should be possible for AHDs.

Finding 15

In giving priority to Goals of Patient Care, WA Health is elevating these documents as a
form of advanced care planning. This is inconsistent with respect for patient autonomy.
Whilst Goals of Patient Care are a valuable tool for clinicians, advance health directives
are the legal standard for recognising patient preferences when patients cannot speak
for themselves.

Access to effective Palliative Care in Western Australia

Even if the factors that contribute to effective palliative care are in place — the patient
accepts the need for palliative care and engages with it early; health professionals are
willing and able to refer the patient to palliative care; and the patient’s treatment history
and wishes are well documented — accessibility remains an issue.

Accessibility of palliative care differs markedly across the state as demonstrated earlier
during the discussion on palliative care delivery in Western Australia.

Western Australia has the lowest number of publicly funded inpatient palliative care
beds per head of population.??®

225 Submission No. 616 from Department of Health, 23 October 2017, p. 9.

226 Ms Amanda Bolleter, Program Manager, WA Cancer and Palliative Care Network, Transcript of
Evidence, 18 May 2018, p. 44. For more information on Goals of Patient Care, see
paragraph 2.48.

227 Dr Anil Tandon, Chairman WA Palliative Medicine Specialist Group, Sir Charles Gairdner Hospital,
Transcript of Evidence, 27 February 2018, p. 13.

228 Submission No. 611 from Silver Chain Care Group, 23 October 2018, p. 1.
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Finding 16
Access to hands-on specialist palliative care is limited for metropolitan and non-
metropolitan patients.

Finding 17
Western Australia has the lowest number of publicly funded inpatient palliative care
beds per head of population.

According to WA Health, public hospices usually only accept patients with very short life
expectancies — the average length of stay for a patient is only 10 days. Patients,
regardless of their condition, expected to live for many weeks or longer may not be
accepted because they will “block” the beds.??® Essentially, the limited number of
hospice beds requires a high level of patient turn over.

PCWA call logs and other evidence suggests there are a number of people for whom
existing services cannot meet their needs. They are not yet close enough to death to
qualify for hospice care, but challenging health or family situations mean they are unable
or unwilling to receive palliative care in the home or other community settings. They will
likely be accommodated in hospital wards or aged-care facilities. There is no obvious or
agreed solution to this problem. Options include the development of intermediary stage
or longer-term hospice facilities; increasing capacity in existing hospices to ensure there
are enough beds; and developing new hospices in geographically dispersed areas outside
current localities with a high concentration of hospice beds.

Finding 18
There is a gap in care for people who are seriously unwell but not close enough to death
to be admitted for inpatient hospice care.

Socioeconomic Status a determining factor

According to PCWA, wealthier and better-educated Australians have better access to
palliative care.?3® WA Health highlighted evidence suggesting that palliative care services
are often clustered in areas of high socioeconomic advantage,?3! but did not appear to
have a plan in place to bridge this gap.

A recent report from the Australian Institute of Health and Welfare (AIHW) found that
throughout Australia:

229 Mr David Ransom, Medical Oncologist and Co-director, WA Cancer and Palliative Care Network,
Department of Health, Transcript of Evidence, 13 December 2017 — session three, p. 2.

230 Dr Elissa Campbell, President, Palliative Care WA, Transcript of Evidence, 14 December 2017, p. 6.

231 Ms Amanda Bolleter, Program Manager, WA Cancer and Palliative Care Network, Transcript of
Evidence, 18 May 2018, p. 34.
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[...] people living in areas classified as having the lowest socioeconomic
status accounted for a higher proportion of palliative care-related
hospitalisations in public hospitals than those living in other areas. |[...]
Conversely, the rate of public palliative care-related hospitalisations
was lowest for those living in the highest socioeconomic status areas.?*?

Implicit in the AIHW finding is the presumption that people within the lowest
socioeconomic status areas are not receiving or accessing adequate ongoing palliative
care treatments resulting in a higher number of palliative care related hospitalisations,
whereas people in the highest socioeconomic status areas are accessing private hospital
palliative care and other types of non-admitted patient palliative care.

Regional access to palliative care

The WACPCN does not dispute the geographical gaps in accessing palliative care in
Western Australia. The Rural Palliative Care Model (see paragraph 3.53) has improved
accessibility, but specific data around the gaps or the improvement is not collected.?*3

The WA Country Health Service (WACHS) offered a critical appraisal of the palliative care
services available in the regions:

General Practitioners (GPs) provide a substantial proportion of the
palliative care provision in WACHS and also engage in end of life
conversations with patients and carers. There is limited support from
Palliative Care medical specialists and this gap is filled to some extent
by the senior palliative care nurses. There is no medical oversight,
coordination or governance of medical palliative care services across
WACHS and a state wide approach would be of some benefit coupled
with a comprehensive auditing program to ensure that contemporary
standards are maintained. Policy is also somewhat lacking and
developing strong policy approaches is a pre-requisite for improving and
maintaining standards.>*

Anecdotally, the committee was told of patients transferring to Perth to receive specific
palliative care treatments. It often comes down to choice — not all treatments are
available in rural or remote areas. Patients may need to choose between staying close
to home and receiving limited treatment or travelling to major hospitals in larger regional

232 Australian Institute of Health and Welfare, Palliative care services in Australia, web report —
received via email 5 July 2018, Australian Government, last updated 23 May 2018, np.

233 Ms Amanda Bolleter, Program Manager, WA Cancer and Palliative Care Network, Transcript of
Evidence, 13 December 2017 — session one, p. 6.

234 Submission No. 684 from WA Country Health Services, 5 December 2017, p. 5.
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centres or the metropolitan area to receive the full suite of hands-on palliative care
treatments.

Dr Mary McNulty, a palliative medicine specialist, told the committee of a patient who
opted to forgo treatment to be at home. He had quite difficult symptoms to control, but
wanted to die on his farm in the community he loved. For him, that was more important
than receiving 24-hour expert palliative care support in Perth.23>

Conversely, Dr Anil Tandon, also a palliative medicine specialist, told the committee of a
patient who chose to leave his home in Esperance and travel to Perth for treatment:

Myself and the oncologist involved with this man, we have treatment
available for him but it would take him three weeks away from
Esperance to be in Perth. The other option would be just one week here
for a short course of treatment. We do not think that the long course of
treatment is useful for him. We had the conversation with him and he
chose the long course even though we did not think it was a good idea
to be away from Esperance for so long.>*®

In the majority of cases, local GPs and nursing staff manage the palliative care needs of
their patients with the help of specialist consultants. In complex cases the specialist
palliative care available in remote and regional Western Australia does not compare to
that available in Perth or even other large regional centres like Albany.

Finding 19

There is limited access to palliative care medical specialists in regional Western Australia.

Finding 20
There is limited medical oversight, coordination or governance of medical palliative care
services across WA Country Health Services.

Recommendation 12

The Minister for Health should prioritise policy development and improved governance
structures for the delivery of palliative care by WA Country Health Services.

Recommendation13

The Minister for Health should ensure regional palliative care be adequately funded to
meet demand.

235 Dr Mary McNulty, Palliative Care Specialist, Silver Chain, Transcript of Evidence,
27 February 2018, p. 14.

236 Dr Anil Tandon, Chairman WA Palliative Medicine Specialist Group, Sir Charles Gairdner Hospital,
Transcript of Evidence, 27 February 2018, p. 14.
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Palliative care for Aboriginal people

In its submission to the committee, the Aboriginal Legal Service WA (ALSWA) observed
a number of barriers for Aboriginal people accessing palliative care services in Western
Australia including:

e ageneral distrust in mainstream health care services felt by many Aboriginal people;
e alack of knowledge and understanding about palliative care; and

e mainstream palliative care practices conflicting with cultural practices and beliefs
concerning death.?3’

Ms Ronda Clarke from the Aboriginal Health Council of Western Australia (AHCWA)
advised the committee that health services must understand and incorporate the
cultural needs of Aboriginal people by:

[u]lnderstanding and embracing the holistic concept of health held by
Aboriginal people. This holistic concept of health recognises the
importance of connection to land, culture, spirituality, ancestry, family
and community and how these affect the individual.?38

According to Ms Clarke the basic rules of hospitals and palliative care services ‘represent
barriers for Aboriginal people in gaining access to and receiving culturally secure health
and end of life services’.?*° Furthermore:

The stress and anxiety of being away from country, home and family
and community may lead individuals to make their own end of life
choices—for example, not staying in Perth for dialysis or treatment,
returning to home to be with family and on country for end of life.?*°

Both the ALSWA and the AHCWA agree Aboriginal community-controlled health services
are best placed to provide health services to Aboriginal people experiencing terminal or
chronic illnesses. These community-controlled health services offer a holistic model of
care and their strengths lie in the experienced Aboriginal health professionals who

provide health services to Aboriginal people within their communities.?!

237 Submission No. 670 from Aboriginal Legal Services of Western Australia, 30 October 2017, p. 3.

238 Ms Ronda Clarke, Outreach Services Project Officer, Aboriginal Health Council of Western
Australia, Transcript of Evidence, 2 March 2018, p. 2.

239 Ms Ronda Clarke, Outreach Services Project Officer, Aboriginal Health Council of Western
Australia, Transcript of Evidence, 2 March 2018, p. 4.

240 Ms Ronda Clarke, Outreach Services Project Officer, Aboriginal Health Council of Western
Australia, Transcript of Evidence, 2 March 2018, p. 4.

241 Ms Ronda Clarke, Outreach Services Project Officer, Aboriginal Health Council of Western
Australia, Transcript of Evidence, 2 March 2018, p. 3.
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Kimberley Renal Service (KRS)

KRS cares for people with any form of kidney failure including Chronic Kidney Disease
(CKD) at stage 1 to stage 5 of the disease.?*? Patients with stages 4 to 5 have to consider
renal replacement therapy. KRS covers Broome (10 chairs for dialysis); Fitzroy (4 chairs);
and Kununurra (6 chairs). Patients from Balgo have to travel six hours to reach a dialysis
centre. KRS provides education, support, referrals and haemodialysis.?*?

At present there is no in-home clinical support for palliative care in the community.
Typically, the terminal phase at end of life occurs in hospital. This is problematic for
Aboriginal people who want to die on country and with their families and communities.

KRS treats Indigenous and non-Indigenous patients but the largest cohort is the
Indigenous patients. According to the KRS, CKD affects at least 50 per cent of the
Indigenous population in the Kimberley.?*

Kimberley patients tend to progress rapidly through the five stages of the disease (2-5
years) compared to the general metropolitan population (5-10 years). Patients on
dialysis have a life-expectancy of 6—7 years. Most patients would prefer to spend that
time at home on country. Unfortunately, treatment in Perth to commence dialysis can
take a considerable period of time, which may result in long periods off country. Given
the trajectory to death, this is a large proportion of their life expectancy and is often not
seen as their best option.

CKD is a significant contributor to the high mortality rates for Aboriginal people in the
Kimberley.?*> In order to provide effective support, patients in the Kimberley need
culturally appropriate care that recognises the importance of dying on country.
Furthermore, primary health care teams need to be involved in order to improve the
effectiveness of treatments.

The palliative care workforce

A consistent message in the evidence seen by the committee has been the need for
increased health promotion of end of life care. Greater awareness in the community will

242 The stages of chronic kidney disease are determined by the Glomerular Filter Rate (GFR).
Glomerular filtration is the process by which the kidneys filter blood, removing excess wastes and
fluids. A normal GFR is 90 or above. At stage 5 the GFR is less than 15 and the person will need
dialysis or a kidney transplant.

243 There are two types of dialysis — haemodialysis and peritoneal dialysis. Peritoneal dialysis is the
oldest form of dialysis (1923) and is always done in the home using a catheter placed into the
abdomen. Haemodialysis involves vascular access and can be done at home or at a renal centre
—itis given three times per week and lasts three-four hours.

244 Based on a telephone conversation with Ms Jenny Cutter, Manager, Kimberley Renal Services,
17 April 2018 and confirmed on 7 August 2018.

245 Based on a telephone conversation with Ms Jenny Cutter, Manager, Kimberley Renal Services,
17 April 2018 and confirmed on 7 August 2018.
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inevitably lead to greater demand, which means that the workforce must be resourced
to meet this demand. Unfortunately, the committee heard from senior medical
professionals who identified inadequate resources dedicated to palliative care, and
indicated these existing services were under-resourced and unequally distributed.?*®

There are approximately 20 specialist palliative care professionals currently practicing in
Western Australia.?*’ Palliative medical specialists acknowledge general practitioners
provide adequate palliative care in many cases; however, with the increasing demand
and complexity of cases, more palliative medical specialists may be required. There are
a few pathways to becoming a palliative medical specialist, one of which includes three
years of specialist training.2®

The committee agrees specialist palliative care is only one part of the broader palliative
care landscape and supports the AMAWA position that palliative care ‘needs to be
properly integrated into all medical care’.?*® To achieve this, the level of palliative care
training provided during medical school will need to increase. Currently, according to the
University of Western Australia’s Faculty of Health and Medical Sciences, palliative care
is covered during a one-week clinical placement in the final year where end of life care
issues are explicitly addressed and assessed.?*°

In addition to physicians, palliative care nurses are critical to the delivery of palliative
care, particularly in the regions. Western Australia is tied with South Australia as the
state with the second lowest number of FTE palliative care nurses per capita.?*!

In 2016 there were 369 palliative care nurses employed in WA, equating to 293.7 full-
time equivalent positions. The committee was unable to locate state-specific data on the
location of the workforce. National data indicates 72 per cent of palliative nurses work

246 Dr Brien Hennessy, Head of Department of Anaesthesia, Sir Charles Gairdner Hospital, Response
to Questions on Notice, no date and Submission No. 685 from Australian Medical Association
(WA), 15 February 2018, p.3.

247 Dr Anil Tandon, Chairman WA Palliative Medicine Specialist Group, Sir Charles Gairdner Hospital,
Transcript of Evidence, 27 February 2018, p. 10.

248 Dr Keiron Bradley, Clinical Lead, WA Cancer and Palliative Care Network, Transcript of Evidence,
18 May 2018, p. 6.

249 Dr Omar Khorshid, President, Australian Medical Association (WA), Transcript of Evidence,

18 May 2018, p. 2.

250 Submission No. 409 from Faculty of Health and Medical Sciences, University of Western
Australia, 19 October, p. 2.

251 Australian Institute of Health and Welfare, Palliative care workforce tables 2016, May 2018, np.
Available at: https://www.aihw.gov.au/reports/palliative-care-services/palliative-care-services-
in-australia/contents/palliative-care-workforce. Accessed on 5 July 2018.
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in major cities, with 20.2 per cent working in inner regional areas and only one-half of a
per cent work in remote or very remote regions.?>?

As the population ages and the need for end of life care increases, the state will need to
ensure there is a workforce in place to meet the growing demand. While this is of
concern to the committee and needs to be addressed, of greater concern is the
geographic distribution of the palliative care workforce.

Finding 21

There are insufficient numbers of primary care workers providing palliative care in
Western Australia.

Patient coding

Clinical coding is the process through which WA Health records the level of activity at its
hospitals. It can be a complicated process, particularly where patients present with
comorbidities. Accurately recording activity through proper clinical coding is a
fundamental component of how Western Australia’s health system is funded, and
demand for services is estimated.

WA Health advised the committee of the two methods used for palliative care coding:%>3

e Palliative care “care type” — primary clinical purpose is palliative. To report this Care
Type the patient must be receiving specialist palliative care in a facility recognised
by WA Health as a specialist palliative care provider (see paragraph 3.36 for the list
of recognised services).

e Health services can report a diagnosis code for palliative care (z51.5). This code can
only be assigned as an additional diagnosis and is assigned independent of the
patient Care Type on admission.

The committee remains concerned patients requiring, or even receiving, palliative care
are not being accurately recorded via the clinical coding process. The evidence received
regarding Mt Barker Hospital adds to this concern. Mt Barker Hospital does not have an
on-site specialist palliative care consultant, so patients cannot be admitted under the
palliative care “care type”. On its visit to the Great Southern Region, the committee was
told by a senior health professional that up to 90 per cent of inpatients at Mt Barker
Hospital receive palliative care. However, according to WA Health, only one patient had

252 Australian Institute of Health and Welfare, Palliative care workforce tables 2016, May 2018, np.
Available at: https://www.aihw.gov.au/reports/palliative-care-services/palliative-care-services-
in-australia/contents/palliative-care-workforce. Accessed on 5 July 2018.

253 Dr Russell-Weisz, Director General, Department of Health, Response to questions on notice,

21 June 2018.
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been recorded as having a palliative care separation code in each of the two most recent
reporting years.?>*

This is an indication that the palliative care provision is not being accurately captured in
the clinical coding and is likely to have funding implications for this type of care. It will
also negatively impact upon WA Health’s ability to plan future resourcing needs across
Western Australia.

Palliative care funding

The committee made several attempts to gain an understanding of how funding is
distributed for palliative care in Western Australia. At the first public hearing with WA
Health the committee asked a series of questions related to funding of palliative care
services in Western Australia. In response to many of these questions, WA Health
advised they were unable to provide the information because they were restricted by
commercial-in-confidence requirements. The remaining questions related to funding
were almost all taken as questions on notice.

The committee made multiple attempts to obtain specific funding breakdowns from WA
Health. Ultimately the Clerk of the Legislative Assembly issued a summons to the Director
General of WA Health. Unfortunately, the data that was presented to the committee was
not in a consistent format, thus making comparison very challenging.

It is apparent to the committee that WACPCN do not collect or maintain the funding data
themselves, but rather the information is kept by the individual Health Service Providers
— WACHS, South Metropolitan Health Service, North Metropolitan Health Service, East
Metropolitan Health Service and Child and Adolescent Health Service. It was unclear if
the Community services funding data is also collated separately.

WA Health is aware of the shortcomings

WA Health acknowledges many of the difficulties and shortcomings in the provision of
end of life care identified during the inquiry. In 2017, the Department launched The End
of life Framework to provide a comprehensive and coordinated approach to end of life
care throughout the state. Within the Framework the Department identifies and
describes the following 11 gaps and challenges:

e anincreasing demand for end of life care;

e changing patterns of disease, with an increasing number of people having
complex health needs and dying from a range of comorbidities;

254 Dr Russell-Weisz, Director General, Department of Health, Response to questions on notice,
21 June 2018.
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the unpredictable nature of non-cancer diseases, which contribute to patients
with dementia, frailty and/or multi-organ failure receiving less than optimal
care;

lack of adequate coordination and continuity of care across health settings;

the number of patients that are admitted to acute hospitals at end of life, many
of whom die in hospital despite expressing a wish to die at home;

clinicians’ ability to recognise and respond to clinical deterioration, discuss
patients’ goals of care and engage in open and honest conversations;

the unique and challenging issues faced by rural and remote clinicians and
communities;

the need to provide targeted education and support to staff and clinicians
working in primary health care, residential care facilities and generalist settings
that can lead to system wide change;

greater recognition of the role of Specialist Palliative Care teams, including
appropriate and timely referral;

the need for community awareness and understanding of death, dying, loss,
palliative and end of life care and to recognise the limits of medical
interventions; and

aligning statewide end of life initiatives with the national policy agenda.?®>

3144 To support the Framework and to build on models for palliative care in WA, WA Health
has developed the WA End of Life and -Palliative Care Strategy 2018-2028 that identifies
the following 6 priority areas:

care is accessible to everyone, everywhere;
care is person centred;

care is coordinated;

families and carers are supported;

all staff are prepared to care; and

255

Department of Health, The End of life Framework, report prepared by WA Cancer and Palliative

Care Network, Government of Western Australia, 2017, p.3.

89



3.145

3.146

3.147

3.148

3.149

3.150

e the community is aware and able to care.?*®

The Strategy is very high level and the department intends to continue its consultation
with the specialist palliative care and end of life sectors to develop an implementation
plan.?’

The Strategy is applicable to all services in WA, including specialist and non-specialist
teams that support and care for people with life limiting illness and their families.?>®

According to the WACPCN Program Manager:

Our expectation is that every health service across the state is able to
provide end of life care, recognise when a patient is at end of life,
provide appropriate management and care for that patient and their
family, and refer for specialist palliative care if and when that is needed

[...].7°

Palliative care remains critically important to providing good deaths

Modern medicine has changed the face of death in Australia; increasingly people are
dying in old age, slowly and with multiple co-morbidities. The committee views access to
effective palliative care as critical to ensuring as many Western Australians as possible
experience a good death and believes patients should get to choose whether, how,
where and when they receive palliative care.

Unfortunately, there are many barriers to the provision of effective palliative care in
Western Australia, not least of which being the apparent lack of a consistent
understanding of palliative care within the community and among health professionals.

As outlined in this chapter, WA Health offers three models of specialist palliative care:
in-patient, community, and consultancy. The increasing complexity of the dying process
means patients may need to transition between models of specialist palliative care;
however, the evident lack of co-ordination and communication among health
professionals can make any transition between models problematic. Furthermore,
access to the three models is not equally distributed across the state, meaning many

256 Department of Health, WA End of life and Palliative Care Strategy 2018-2028, report prepared by
WA Cancer and Palliative Care Network, Government of Western Australia, 2018, p. 2.

257 Ms Amanda Bolleter, Program Manager, WA Cancer and Palliative Care Network, Transcript of
Evidence, 18 May 2018, p. 37.

258 Department of Health, WA End of life and Palliative Care Strategy 2018-2028, report prepared by
WA Cancer and Palliative Care Network, Government of Western Australia, 2018, p. 1.

259 Ms Amanda Bolleter, Program Manager, WA Cancer and Palliative Care Network, Transcript of
Evidence, 18 May 2018, p. 2.
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Western Australians may have limited or conditional access to their preferred model of
specialist palliative care.

The committee would be concerned if WA Health’s promotion of community care and
reliance on the consultancy model was at the apparent expense of optimal symptom
relief for patients.

The committee believes a comprehensive health promotion strategy aimed at the
community and health professionals coupled with proper integration of palliative care
into all medical care would help improve the understanding and delivery of palliative
care in Western Australia.

Finding 22

Palliative care activity in Western Australia’s hospitals is not being accurately recorded.
It is important that the extent and cost of palliative care service delivery is clarified.

Recommendation 14

Once a consistent definition of palliative care has been established by WA Health in
accordance with Recommendation 11, the Minister for Heath should appoint an
independent reviewer to audit:

e The level of palliative care activity actually provided in Western Australia’s hospitals
and compare it against the level of recorded palliative care activity.

e The actual spend by WA Health on palliative care on a year-by-year and like-for-like
basis, across all aspects of palliative care provision, including community service
providers, area health services (including WA Country Health Services) and
delineating between inpatient, consultancy and community care.

Limitations of palliative care

As discussed earlier in this chapter, end of life symptoms are broad and can include
laboured breathing, nausea, vomiting, pain, respiratory tract secretions, terminal
restlessness or agitation, delirium and fatigue. Individuals experience these symptoms
subjectively, meaning that no two people will have the same sense of suffering as a result
of similar symptoms. In addition, illness trajectories differ from patient to patient,
making treatment more complicated. These complex symptoms at end of life are treated
by palliative care specialists using a “holistic” approach encompassing physical,
psychological and spiritual responses as needed.

There is no doubt that palliative care is often effective. The evidence from Ms Calcutt
earlier in the chapter demonstrates the benefits of palliative care — her partner’s
suffering was addressed in his final days. The committee also heard evidence from other
individuals praising the value of palliative care, including Ms Jenny Paynter. Her mother
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died of liver cancer and ‘received excellent care from people who cared; they were
gentle, kind and patient’.260

Submitters were often forthcoming in their praise for those who choose to make caring
for the dying their vocation, but the committee also heard from many people —including
those in the medical profession — of situations where palliative care had not been able
to alleviate the pain and distress caused by late-stage symptoms. The percentage of
patients for whom palliative care was ineffective in relieving their symptoms varied;
however, somewhere in the range of 2-5 per cent is consistent with the evidence.?! The
committee also received evidence from some health professionals that the figure may
be even higher, perhaps as high as 30 per cent.?%?

Dr Megan Best, palliative care physician, academic and advocate, acknowledged patients
still have bad deaths:

I am sure you have heard from people who have witnessed terrible
suffering at the end of life, as indeed | have myself. It should not happen
but it still does, even in the most progressive institutions.?%3

Dr Brien Hennessy, Head of Anaesthesia, Sir Charles Gairdner Hospital, agreed that many
patients experience refractory symptoms at end of life:

The big picture here is that pain and suffering remains a significant issue
in a significant proportion of people despite expert care. This is not a
failure of resourcing or provision of services (which remains the biggest
problem) but rather a lack of pharmacological and psychological
efficacy to manage overwhelming nociception and psychological
suffering.?%*

In response to further questions, Dr Hennessy added:

| believe that it is unrealistic to expect no period of suffering at the end
of life when severe pathology exists. Tolerability of that suffering is a
very individual experience and is highly variable. [...] | see people

260 Submission No. 460 from Ms Jenny Paynter, 20 October 2017, np.

261 Dr Elissa Campbell, President, Palliative Care WA, Transcript of Evidence, 14 December 2018, p. 8
and Dr Peter Beahan, supplementary evidence provided at hearing 26 February 2018 p. 1.

262 Dr Brien Hennessy, Head of Anaesthetics, Dir Charles Gairdner Hospital, Transcript of Evidence,
30 April 2018, p. 3.

263 Dr Megan Best, Palliative Care Specialist and Academic, Transcript of Evidence, 1 May 2018, p. 2.

264 Dr Brien Hennessy, Head of Anaesthetics, Sir Charles Gairdner Hospital, Letter — Response to
Questions on Notice, 25 May 2018, np.
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suffering due to the fact that not all pain is 100% treatable and because
there are inadequate resources dedicated to palliative care.?%>

The committee heard harrowing evidence from individuals like Mr William Philip whose
wife, Maxine, died in January 2017, three years after her initial diagnosis. According to
Mr Philip:

Palliative care is a wonderful and humane service, but it does not, and
cannot, help in extreme circumstances such as Maxine’s.?%®

Very powerful evidence of one patient’s pain and suffering not being alleviated by
treatment in a specialist palliative care unit was provided in closed session. The witness
told of her mother’s death in a palliative care facility with access to top-quality specialist
palliative care. The witness’s mother was diagnosed with breast cancer; unfortunately,
the presentation of her symptoms was unusual so by the time she received medical
attention she was already very ill. She moved into a hospice just a few months after her
initial diagnosis, and at first her symptoms seemed to improve, but soon:

She was sleeping up to 22 hours a day. She got weaker and weaker
physically. People were coming to visit her, and we could not even wake
her up.%®’

The witness then recounted the last few weeks of her mother’s life:

She was still in a lot of pain and a lot of discomfort in this period here
because, because if she is not using her muscles and stuff, then she is
basically wasting, and that comes with discomfort. You are talking
about continence as well. She could not eat a lot of food anymore. Her
stomach was rejecting food. | would not say she had any quality of life
from here on in.

[the day she died] | was at home. It was 4.00 am. | got a call from my
auntie, who had flown in. She was with my mum. [...] “You need to come
now, because your mum looks different.” | went in, and it was dark
because they had the nightlight on. My mum’s eyes were pointing in
different directions. They were grey. My mum had dark brown eyes. Her
skin was grey and blue and yellow. She was sweating, but she was cold.
Her mouth was open. She stank. Her teeth were apart, and her tongue
was sticking that far out of her mouth. Her hands were twisted. Her back

265 Dr Brien Hennessy, Head of Anaesthetics, Sir Charles Gairdner Hospital, Letter — Response to
Questions on Notice, 25 May 2018, np.

266 Submission No. 682 from Mr William Philip, 24 October 2017, p.1. For further detail of his wife,
Maxine’s, circumstances, see paragraphs 2.55 and 3.184.

267 Identity withheld, Transcript of Evidence, p. 6.
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was twisted. Her shoulder was twisted. Her feet were twitching. She was
dancing in her own bed, and she was making this choking sound that
you see in horror movies.

| went up to her and grabbed her hand and tried to get her to say
something to me. [...] My mum looked at me with one of her eyes. She
looked straight at me. My mum knew what was going on, and her teeth
were chattering and she was choking, but | swear she said my name. [...]
That killed me, knowing that she could have been aware of what is going
on in those final hours.

[a nurse spoke to the witness] “Look, it’s her last, final hours, you want
to just clear your schedules for the day. What’s going to happen is we’re
going to give her morphine when she starts twitching. She will settle—
give it some time to kick in—and just keep calling us when she twitches.”
So it was four or five cycles of madness. So my mum twitches, we call
the nurse, they come within five minutes, they press a button to give her
more morphine through a drip, or whatever the machine is that is in
her —[...]

It takes her 15, 20 minutes to settle. There is peace and quiet for a little
while—maybe half an hour if we are lucky—and then she starts
twitching again, and then we call the nurse again and then they inject
her again, and then we wait and then she twitches and then we inject
and then we wait and then she twitches and then they inject and then
we wait! It was the absolutely pointless. Then my mum was pronounced
dead at 8.20.258

Despite this experience, the witness still stated the ‘utmost respect for every single
doctor and medical staff who came into contact with my mum’.2®® Taken with what
follows, this evidence appears to demonstrate the limits of palliative care in certain
circumstances.

Other witnesses provided similar stories of grievous and irremediable suffering
experienced by their loved ones. In particular, the committee received evidence about
theillness trajectories experienced by those with neurodegenerative diseases, including:

e Motor neurone disease;

e Huntington’s disease;

268 Identity withheld, Transcript of Evidence, pp.6-7.
269 Identity withheld, Transcript of Evidence, p.5.
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e Parkinson’s disease; and
e Dementia

The following examples provided by witnesses offer insight into what it is like to
experience these diseases.

Motor neurone disease

Motor neurone disease (MND) is the name given to the group of diseases in which the
motor neurones undergo degeneration and die. Motor neurones are the nerve cells that
control the muscles enabling people to move, speak, breathe and swallow. Amyotrophic
Lateral Sclerosis (ALS), Progressive Muscular Atrophy (PMA), Progressive Bulbar Palsy
(PBP) and Primary Lateral Sclerosis (PLS) are all subtypes of MND. People with MND
progressively lose the use of their limbs and ability to speak, swallow and breathe, whilst
their mind and senses usually remain intact. The average life expectancy is 2.5 years from
time of diagnosis.?”°

According to the Motor Neurone Disease Association of WA (MNDAWA), current
palliative care services offered to MND patients in Western Australia ‘are not adequate
for all people with MND’.?7 This is perhaps a result of the many and complex symptoms
experienced by MND patients at the end of life, including ‘pain, breathlessness, distress,
anxiety [and], delirium’.?”2 MNDWA estimated that between 10-15 per cent of people
with MND would experience symptoms — typically pain and breathlessness — at end of
life that cannot be adequately controlled:

There are some symptoms and distress that are impossible to
adequately treat such as tenacious thick mucus in the back of the throat
where the PWMND [people with MND] cannot cough and these cannot
be controlled by a cough-assist machine; breathlessness where [non-
invasive ventilation] is not tolerated and morphine is insufficient; and
existential mental distress caused by being totally dependent. The fear
of these impossible to control symptoms leads some PwMND to request
an assisted earlier death from health professionals or can lead them to
commit suicide while they are still capable of doing s0.?”3

270 Submission No. 563 from the Motor Neurone Disease Association of WA, 23 October 2017, p. 1.
271 Motor Neurone Disease Association of WA, Letter — Response to Questions on Notice,
12 March 2018, p. 3.
272 Motor Neurone Disease Association of WA, Letter — Response to Questions on Notice,
12 March 2018, p. 4.
273 Motor Neurone Disease Association of WA, Letter — Response to Questions on Notice,
12 March 2018, p. 4.
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3167 The committee heard from Ms Janice Taylor whose husband was diagnosed with MND
in April 2004:

The progression of the disease was so fast that every week, something
new had to be dealt with at home. We had to get some new piece of
equipment or we had to get someone else in to do something else. We
had a little mini ward at home because we had people coming from
Silver Chain to do the showering and all of that. We had hoists. We had
an electric bed.

[..]

We had a schedule of duties and medications that he had to have every
day, and we kept a little clipboard in the room, just like you do at a
hospital. Everyone had to make sure he had his anxiety treatment.
Towards the end, he had to have morphine. We had diazepam,
temazepam; [...]

He did have a PEG tube. He could not eat enough food, orally, to support
his body so the PEG tube feeding did give him a bit of extra nourishment
and gave him a decent appearance. He looked quite well most of the
time, but he could do nothing. In the end, | would say the last eight or
nine weeks, he could do nothing at all. He had to be lifted out of bed by
the hoist. He had to be taken into the shower still attached to his
assisted breathing machine, so we had this extra-long transparent tube
that was hooked up to the machine. He would get hoisted up with this
mask on to go into the shower. It was not nice.

[..]

It was very hard to deal with—emotionally draining. He was a very
intelligent man, so at a point in time, he called us all into our little
bedroom that was turned into his little hospital room. We all got called
in, immediate family: me, his twin sister, his younger sister, our two
beautiful girls and he told us, “One day, | might say to you that | want
this machine turned off.” He said, “I want you to know that when | do
that, | really want it turned off and | want you to arrange it. Do not be
sad; | will only say that when | think | cannot stand this any longer and
cannot put up with this life any longer.” I can tell you, he had no quality
of life. He did pass away in his sleep, which we were all grateful for, but
he could do absolutely nothing for himself. He could not even hold a
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book up, could not do anything. He could not drink. He was like a

trapped, beautiful, intelligent brain in a useless body.?’*

Huntington’s disease

Huntington's disease is a genetic disease affecting areas in the brain that control
movement, thinking, and emotion. It has a slow progression, and symptoms gradually
worsen over time. The onset of Huntington’s disease is typically between the ages of 30
and 50 and ‘physical symptoms are usually the first to cause problems and to be noticed,
but at this point they are commonly accompanied by unrecognized cognitive and
emotional ones’.?”>

Symptoms of Huntington’s can vary from person to person, however, the progression of
the disease can be roughly divided into three stages:

Early Stage — usually includes subtle changes in coordination, perhaps
some involuntary movements (chorea), difficulty thinking through
problems and often, a depressed or irritable mood. The effects of the
disease may make the person less able to work at their customary level
and they may be less able to carry out their regular activities at home.

Middle Stage — the movement may become more of a problem.
Medication can be considered to provide relief from involuntary
movement. Occupational and physical therapists may be needed to help
maintain control of voluntary movements and to deal with changes in
thinking and reasoning abilities. Diminished speech and difficulty
swallowing may require help from a speech & language pathologist.
Ordinary activities will become harder to do.

Late Stage — the person is totally dependent on others for their care.
Choking can become a major concern. Involuntary movements may be
severe or may cease. At this stage, the person can no longer walk and
will be unable to speak. However, he or she is generally still able to
comprehend language and retains an awareness of family and friends.
When a person with Huntington’s dies, it is typically from complications
of the disease, such as choking or pneumonia and not from the disease
itself. 276

274 Ms Janice Taylor, Past Carer/Secretary, Motor Neurone Disease Association of WA, Transcript of
Evidence, 2 March 2018, pp. 5-6.

275 Huntington’s Western Australia, What is Huntington’s Disease?, available at:
https://www.huntingtonswa.org.au/information/what-is-hd/. Accessed on 22 July 2018.

276 Huntington’s Western Australia, What is Huntington’s Disease?, available at:
https://www.huntingtonswa.org.au/information/what-is-hd/. Accessed on 22 July 2018.
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Mr Bill Spanbroek told the committee about his stepson, Michael Watkins, who was
diagnosed with Juvenile Huntington’s. Mr Spanbroek and his wife looked after Michael
at home and while he never got ‘fidgety’, a symptom typically associated with
Huntington’s, Michael lost his ability to swallow:

Eventually we had to have a PEG inserted and fed him intravenously
through the PEG. Having done that, we had him at home for the last
year. He was really in a bad condition. He lost bodily control over his
bowels and could hardly walk, and then finally he finished up having a
brain haemorrhage. We took him to the hospital where our neurologist
was looking after him and he was given painkillers, morphine and what
have you. We kept saying to the neurologist, “Peter, he is in pain.” He
said, “But | have given him the limit of morphine; | cannot give him
anymore”, and he said, “But he is not in pain.” Well, | can tell you the
last thing he said. He lifted his head from the pillow and said, “Bullshit”.
He was in hospital for five and a half weeks, and every night we drove
home my wife and | said to each other, “He won’t be there tomorrow.”
Five and a half weeks later, he passed away.?’’

Mrs Katherine McBarron, Michael’s sister who was diagnosed as gene-positive for
Huntington’s at the age of 25 but is not yet symptomatic, also gave a brief account of
Michael’s last few weeks of life:

[...] he had an inability to speak. He was pretty much incapacitated in a
hospital and we never spoke to him again after that; that was it. From
that time that he fell over at home to the time he died, there was no
communication at all.?’®

Parkinson’s disease

Parkinson’s disease is a disorder of the nervous system. It results from damage to the
nerve cells in a region of the brain that produces dopamine, a chemical that is vital for
the smooth control of muscles and movement.

The main symptoms of Parkinson’s disease are:
e tremor or shaking, which usually begins in one arm or hand;
e muscle rigidity or stiffness;

e slowing of movement;

277 Mr Bill Spanbroek, Transcript of Evidence, 30 April 2018, p. 1.
278 Mrs Katherine McBarron, Transcript of Evidence, 30 April 2018, p. 5.
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e stooped posture; and
e balance problems.?”?

Professor Max Kamien told the committee about a patient of his, an aeronautical
physicist and avid swimmer who was diagnosed with a severe Parkinson’s-type disease
seven years ago:

In the last four years, he cannot speak, he cannot use his iPad, and he
cannot keep his eyes open most of the time. His brain is all right.?%°

According to Professor Kamien the patient’s ability to communicate is limited to using
“thumbs-up” and “thumbs-down” motions.?8!

Mrs Margo Bielby’s husband suffered from a range of life limiting illnesses, including
Parkinson’s disease. She told the committee the difficulties encountered by her husband
as a result of the disease:

He had Parkinson’s disease, and he was down to shuffling from room to
room. He could sit and read and sit and watch TV, sit and do Sudoku,
and not much else. If he fell over he could not get up, and I could not lift
him. I would have to run across the road and get the bloke across the
road to come over and lift him up. He often could not get out of his chair
on his own, so | bought him a lift chair. | had to help him dress, | had to
help him shower, | had to help him back into bed—he could not get back
into bed on his own. One night | had to get up five times to help him

back into bed. | could not leave him.?82

Dementia

Dementia includes a number of illnesses with similar symptoms, such as loss of memory,
intellect, rationality, social skills and physical functioning. The types of dementia include:

e Alzheimer’s disease (the biggest risk factor is increasing age, although Sporadic
Alzheimer’s disease can affect any age);

e Vascular Dementia (the broad term referring to problems of circulation of blood
to the brain);

279 Health Direct, Parkinson’s Disease, available at: https://www.healthdirect.gov.au/parkinsons-
disease.

280 Professor Max Kamien, Medical Practitioner/Emeritus Professor of General Practice, Transcript of
Evidence, 3 March 2018, p.3

281 Professor Max Kamien, Medical Practitioner/Emeritus Professor of General Practice, Transcript of
Evidence, 3 March 2018, p.3

282 Mrs Margo Bielby, Transcript of Evidence, 1 May 2018, p. 1.
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e Lewy Body disease (caused by degeneration and death of nerve cells in the brain
causing abnormal structures in the brain);

e Frontotemporal dementia (progressive damage to the frontal and/or temporal
lobes of the brain leading to reduced intellectual abilities and changes in
personality, emotion and behaviour);

o Alcohol related dementia (for example, Korsakoff's syndrome and
Wernicke/Korsakoff’s syndrome);

e Down syndrome and Alzheimer’s disease (by age 40 almost 100 per cent of
people with Down syndrome who die have changes in the brain associated with
Alzheimer’s disease); and

e HIV associated dementia (a complicated syndrome made up of different nervous
system and mental symptoms that can develop in people with HIV).2%3

Stages of dementia

3178 Dementia progresses differently in different people but there are three widely
recognised general stages of dementia:

Dementia, especially Alzheimer’s disease, can be broadly categorised
into three phases: mild, moderate, and severe. People in severe or late
stage dementia experience not only severe memory loss but physical
symptoms such as being unable eat or swallow, limited or no speech,
and inability to control bodily functions. People in these later stages
require assistance with nearly all aspects of personal care.?8*

The final, severe stage of dementia can produce a host of symptoms that cause
significant suffering to individuals:

People in the later stages of dementia have an increased risk of
experiencing unrecognised or poorly managed pain. They are vulnerable
to accidents, injuries and falls and will often experience cognitive and
speech difficulties that mean that they cannot communicate their pain.
The symptoms of late stage dementia — immobility, swallowing
difficulties, and incontinence — make people highly susceptible to
recurring chronic infections and ulcers. In the United Kingdom, two
thirds of people with dementia ultimately die from pneumonia
(Alzheimer's Society, 2012). We also know that people with dementia

283 Dementia Australia — Types of dementia — website. Accessed 28 June 2018
284 Talking about Alzheimer’s Across Australia — Discussion Paper, April 2017, p. 5. Accessed 20 July
2018
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are three times more likely to receive emergency interventions and
invasive procedures than people of comparable age with a different
terminal illness, such as cancer (Mitchell, 2006).2%

3179 Mr Nigel Haines’ wife Suzie died of dementia in 2011. Mr Haines shared with the
committee excerpts from a journal he kept during Suzie’s iliness:

Tenth of January, 2006. This is when Suzie was still living at home. Whilst
there are moments when Suzie becomes quite lucid, this morning Suzie
was very unsettled and was trying to ask questions about her illness. She
eventually said that she was tired of being ill and wanted to go back to
the way she was.

[.]

Sixteenth January. On Saturday evening, Suzie scared me like never
before. During our time together, we have never really argued, certainly
not with raised voices or nasty comments. But on Saturday evening
around 9.30pm, she fell asleep in front of the TV as she normally does. |
tried to gently wake her. She woke up startled and said to me something
like “Now, | know what you are up to.” | said, “What do you mean?” and
she said, “Don’t deny it”. | carried on questioning her but her body
language was very aggressive with her hand on hip pointing a finger to
my face. She was mumbling incoherently and went around the house
looking through the curtains saying, “Yes, | knew it.” and “Yes, | thought
so0.” This went on for about three quarters of an hour. As | said, it really
frightened me because | could almost see hatred of me in her eyes and
nothing | could say would calm her down. The panic attacks are
increasing.

Twenty-fifth January. | am really struggling to cope now. Last night we
had an early night but Suzie woke up at 4.45 am crying and saying she
was frightened of the dark. It took around half an hour to calm her and
then she was okay again. However, whilst she was having her shower
she got upset when she put her head under the water. She became
agitated and from then on it was a major job to get her dried and
dressed. She was insisting that her panties were not hers and that her
jumper and jeans were on back to front, which they were not.

[..]

285 Talking about Alzheimer’s Across Australia — Discussion Paper, April 2017, p. 6. Accessed 20 July
2018
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Fourteenth of February, Saint Valentine’s Day. Suzie has been admitted
to Joondalup Hospital’s psychiatric ward after a nasty turn. She never
returned home. [a quote from an] Email to friend: | saw Suzie today.
| wept when | saw her sitting on a chair with her hands between her legs
all hunched over. She recognised me and tried to smile. She is so
confused and the medication keeps her in a zombie-like state. [...] Next
week the brain scans will be done. This will give them an insight as to
what else has gone wrong to cause such a drastic decline in her
condition. It may also assist in giving a prognosis as to what quality of
life and longevity she can expect. At the moment though, | am only
interested in the fact that | can spend more time with my baby.

Third of March. Received a call from Peel hospital advising that their
social carer arrangement did not cover after 9.30 pm and if Suzie
became violent, would | give them permission to use padded hand and
ankle cuffs. On the basis that it would minimise the risk to Suzie, and
having absolutely no other alternative, | agreed. Thirty minutes after
that, | received another call from Peel advising me that they had four
staff members restraining Suzie and were attempting to administer
sedatives directly into the bloodstream. They had called for an
ambulance and she was about to be taken to Fremantle Hospital’s
psychiatric ward. At the moment | am unsure as to what they intend to
do with Suzie because Fremantle is not equipped to handle ongoing
violence; yes, they now class Suzie as a violent patient. [...]

On 7 March, Suzie was admitted to Fremantle psychiatric hospital.
Today, | went and saw Suzie for the first time in 10 days due to having
to go interstate on business. It was gut-wrenching. She looked so old
and haggard and shuffled along. | could not keep the tears back and it
took a few seconds for her to recognise me. She had a black eye from
one of her violent bouts last week and she moved the top half of her
body rather that turn her head at the neck. She is now under the Mental
Health Act, which, whilst a formality, confirms that they can hold her
against her will. At the last hospital she assaulted another patient. |
spent just over an hour with her walking around the small garden they
have and sitting for a few seconds before she would get up and gesture
to me to do another lap. She mumbled most of the time and it was
extremely difficult to understand what she was trying to say. Strangely,
every time we sat down she looked at me and with a faint smile said, “I
love you.” I’'m going up tomorrow to see her again and meet her latest
doctor.
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Twentieth of March. | went and saw the psychiatric team and in a
nutshell they asked whether there was a DNR—do not resuscitate—in
place. | confirmed there was and referred them to the notes provided to
the previous hospital. [...] She has moments of aggression but more
moments of loving. She would go up to one of the nurses and give them
a hug. When she becomes aggressive they simply put her in her room
until it passes. [...]

She has not recognised me for some time now. It is a gut-wrenching
experience and | would not wish it on anyone. Seeing the person you
love so much either with shoulders hunched over pacing the ward or
curled up in the foetal position. | asked how long we could expect Suzie
to endure this living nightmare—five, 10 or 15 years? The response was
like a double-edged sword—so sad but with a sense of relief. | was told
that if she was really unlucky, she would have to endure another five
years but it was more likely to be two years or even as short as 12
months. As we know, it was indeed the worst-case scenario, another five
years.

Fifth of June. Today when | visited, Suzie walked for a few paces and
then curled up on the floor in the foetal position for a couple of minutes,
then got up and repeated this for the 15 minutes | was with her. She has
had four sessions of the electro-convulsive treatment [...]. | kissed her
head and she became angry. I try to avoid doing anything that will upset
her but if something interrupts her routine or you try to get her to do
something that she is not happy to do, she becomes distressed. She is in
a permanent state of angst.

Suzie was admitted to Greenfields aged-care facility in November 2006.
| visited her every day that | was in the state, sometimes for only a
minute, but enough time for me to kiss her, apologise for not doing
anything to end her suffering and tell her | loved her. This is the last entry
in my journal: Suzie passed away at 3.45am on 9 May 2011 at the
Greenfield’s aged-care facility. For the last three years of her life, she
was in a vegetative state, which is so demeaning and sad to see.?%®

Suffering at end of life is not confined to pain

3180 As these stories highlight, suffering is not simply about the physical experience and
manifestation of pain. Many of the other symptoms experienced by people suffering life-

286 Mr Nigel Haines, Transcript of Evidence, 30 April 2018, pp. 1-4.
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limiting illnesses are harder for the medical profession to measure, even as health
professionals acknowledge the symptoms.

It is not surprising, therefore, that anxiety is a common symptom for patients with late-
stage Chronic Obstructive Pulmonary Disease (COPD) experiencing breathlessness?®”
given that “breathing problems” can, according to retired pharmacist Mr lan Wood,
mean ‘horrific feelings of choking, strangulation or drowning in your own saliva—not just

being out of puff from walking uphill.’88

Dr Rodney Syme explains Dyspnoea, or breathlessness, as follows:

Breathlessness like pain is not measurable. It can be observed [...] but
the essence of breathlessness is a sensation, a perception, bound up
with fear. It quintessentially encompasses the concept of distress, as
opposed to pain; again, the unmeasurable component of physical

symptoms that exist in the psyche.?®®

Dr David Ransom, an oncologist, told the committee of a patient with suspected terminal
delirium whom he encountered while making ward rounds at a hospital. This patient, a
man in his early 70s with metastatic colon cancer, had deteriorated drastically over a 24-
hour period:

He is being nursed on a mattress on the floor because he is thrashing
about in the bed and cannot be nursed in bed because he is a fall risk.
They put the mattress on the floor and he was nursed on the floor and
because he was so agitated, he had taken off all his clothes. So as you
walked onto the ward, there is this guy lying on a mattress on the floor,
no clothes on, and he has got mitts on his hands to stop him pulling out
stuff. | thought, “Okay. This is not going to be an easy situation to deal
with.”?%0

Respiratory tract secretions are another common symptom for patients at end of life.
According to neurologist Dr Rober Edis, many patients “lose” their cough, meaning they
are unable to clear the thick mucus that accumulates at the back of the throat.?’!
Mr William Philip (as noted at paragraph 2.55 above) described how his wife drowned

287 Chochinov, H.M. et al, ‘Dignity and Distress towards the End of Life across Four Non-Cancer
Populations', PLoS ONE, vol. 11 no. 1, p. 7, January 2016.

288 lan wood, National Coordinator and Spokesperson, Christians Supporting Choice for Voluntary
Euthanasia, Transcript of Evidence, 13 April 2018, p. 3.

289 Syme, R, Time to Die, Melbourne University Press, Melbourne, 2016, p. 70.

290 Mr David Ransom, Medical Oncologist and Co-director, WA Cancer and Palliative Care Network,
Department of Health, Transcript of Evidence, 13 December 2017 — session three, p. 3.

291 Dr Robert Edis, Neurologist, Sir Charles Gairdner Hospital/Perron Institute Motor Neurone
Disease Clinics, Transcript of Evidence, 2 March 2018, p. 4 and 7.
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slowly from fluid accretion in her lungs. His wife had terminal cancer and became very
sick with pneumonia:

in the next 10 days she basically drowned slowly. Her lungs continued to
fill up. No matter what the doctors did, they were not able to do
anything about it, nor were they able to put her out sufficiently that she
was unaware of it. On the Wednesday before she died, she was
absolutely terrified. She could not breathe properly, even tipping the bed
up that her feet were five feet off the ground and her head was a foot
off the ground and trying to help drain out her lungs. Her eyes were
bugging out and she was throwing herself around; she was terrified and
that should not have happened. The palliative care people came that
day, they helped stabilise her and they were as good as they possibly
could have been. | think they were there three or four times that day and
she should have settled down, but from then on she just gradually
quietly drowned.?*?

Existential suffering

Dr Tandon and others believe the hardest patients to provide adequate symptom relief
for those enduring what he calls ‘existential distress’.?%® According to Dr Tandon, patients
who are fearful of death, and who may not have accepted they are dying, can suffer
existential distress. Palliative care specialists agree that existential distress or suffering
can manifest as pain but this perceived pain is not responsive to traditional pain

medications.?®*

Doctors for Assisted Dying Choice believes existential suffering can be caused by
exhaustion or a diminishing quality of life and may not be linked to a fear of dying —
whatever the cause, they believe existential suffering is not amenable to palliative care
interventions.?%

Ms Tracy Endersby, a palliative care nurse with 16 years’ experience, told the committee
she believes palliative care does a ‘really good job of easing someone’s physical pain’
about 90 per cent of the time’.2°® However, Ms Endersby continued:

292 Mr William Philip, Individual, Transcript of Evidence, 1 May 2018, p. 3.

293 Dr Anil Tandon, Chairman WA Palliative Medicine Specialist Group, Sir Charles Gairdner Hospital,
Transcript of Evidence, 27 February 2018, p. 5.

294 Professor Doug Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health
Services; WA Country Health Services; Royal Perth Hospital, Transcript of Evidence,
9 March 2018, p. 8.

295 Doctors for Assisted Dying Choice, Letter — supplementary material, 28 May 2018.

296 Ms Tracy Endersby, Nurse, private citizen, Transcript of Evidence, 7 March 2018, p. 4.
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I think it is very hard to relieve somebody of emotional or spiritual pain.
I also think that it really comes down to what people’s tolerance is for
their quality of life.?®”

It is not surprising that fear, anguish and anxiety are a common response to impending
death, particularly if the dying process is accompanied by any of the distressing
symptoms experienced during the terminal phase of an illness. Existential suffering is no
less than any other distress encountered by those at end of life. This type of suffering
may not be relieved by palliative care for some people.

Suffering is subjective and context dependent

Many people who shared their stories with the committee provided intimate detail
about the suffering that their loved ones experienced in the final moments of their lives.
In some instances, submitters emphasised that the dying person experienced personal
growth and moved to acceptance because of those additional days spent alive, and
despite the suffering they were experiencing. Many other submitters emphasised the
pointlessness of the suffering encountered by their loved ones.
They were dying; their trajectory to an inevitable demise certain. Extending their lives in
such circumstances was viewed as extension of life without meaning.

These differing attitudes toward the meaning and purpose of suffering at the end of life
speak to a profound philosophical difference separating proponents for assisted dying
and those who are opposed to any such reform. The gulf between these two positions
will not be bridged by this report, but it is nonetheless important to highlight the
positions and to emphasise that both are values based and held with sincerity by their
proponents. Both views can and should be respected irrespective of what legislative
outcomes arise.

In saying that, it is also important to emphasise that suffering is both subjective and
contextual. Only the individual experiencing it can define it and they alone are able to
determine whether the context in which it occurs makes it somehow valuable.
Dr Rodney Syme, the president of Dying with Dignity Victoria, illustrated this point very
well:

A mother might be able to endure the pain of childbirth because its
outcome is so profound and full of hope for the future, but that same
woman dying painfully of breast cancer will be unlikely to find hope and
value in this different pain. That same mother, perhaps with two young
children and a husband whom she loves dearly, will be devastated by
such circumstances, and her pain will be of a different kind to that of

297 Ms Tracy Endersby, Nurse, private citizen, Transcript of Evidence, 7 March 2018, p. 4.
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someone aged ninety with a similar condition who is nearing the end of
their natural life. >

Given that suffering and distress are both subjective and contextual, it must be
acknowledged that some people’s experience of suffering at end of life will not be
completely palliated.

Finding 23

Too many Western Australians experience profound suffering as they die, in part due to
inequitable access to palliative care; however, in the committee’s view, even with access
to the best quality palliative care, not all suffering can be palliated.

298 Dr Rodney Syme, Time to Die, Melbourne University Press, 2016, p. 69.
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Chapter 4

Lawful options at end of life

There are currently several lawful options available to those with grievous and
irremediable suffering due to terminal or life-limiting illness. Commonly, individuals
choose comfort care and refuse further medical treatment in place of continued invasive
treatments that incur distressing side effects. Less commonly, individuals suffering in
extremis elect to refuse food and water — deliberately striving to hasten their death.

The committee has heard evidence of others who choose suicide — sometimes violently
ending their lives when they are unable to undergo continued suffering caused by the
symptoms of terminal or life-limiting illness.

Terminal sedation is another lawful option at end of life. Ordinarily, it is an option chosen
by the treating doctor and may not be fully discussed with the patient. This option is
usually only available in the last days and hours of life and is not widely offered, nor
understood. Several witnesses described the sedation of a loved one right at the end of
their life as the only effective means to relieve unremitting and distressing symptoms
until death.

Although usually not a choice of individuals, there is also the prospect of a treating doctor
refusing ongoing treatment due to futility. When medical treatment has reached its
limits and it is no longer able to offer any benefit to a patient, a doctor may make the
decision that further treatment is futile and stop active curative measures.

The committee heard from many individuals and health professionals regarding current
options at end of life. Mr Nigel Haines told the committee about his wife Suzie’s long
illness and prolonged death from dementia and implored the committee to:

Do something, please.?®®

Some health professionals also indicated the difficulties with the current options and
that more must be done for Western Australians. Their views are summarised by
Dr Brien Hennessy, Head of Anaesthetics, Sir Charles Gairdner Hospital:

As legislators in this arena, please clarify what is acceptable practice
and what is not acceptable practice for those clinicians involved in
palliative care. | understand that this is very difficult given the breadth

299 Mr Nigel Haines, Individual, Transcript of Evidence, 30 April 2018, p. 7.
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of both community and health practitioner views [...] Consensus is
unlikely to be reached but clear boundaries are required nonetheless.3®

In this chapter we outline the current lawful options available to patients and health
professionals. It is clear there is significant work to be done in this area, by legislators
and health professionals.

Refusal of medical treatment

Patients can, and do, choose to refuse medical treatment — including refusals that may
result in death. Patient autonomy — the right to choose health care — emerged as a
dominant medical ethical principle during the twentieth century and is usually associated
with allowing patients to make their own health care decisions. The ethical principle of
autonomy is contained in some form in most modern medical codes of conduct in the
Western world.3%!

What is the law on refusal of medical treatment?

The ethical position finds expression in law in the legal principle of self-determination
articulated in 1914 by Justice Cardoza:

Every human being of adult years and sound mind has a right to
determine what shall be done with his own body.3%

Under common law, it is accepted that a competent person is not obliged to consent to

medical treatment even if a refusal of treatment would result in the loss of the person’s

305

life.3%3 The right to bodily integrity is clear.3* Subject to some narrow exceptions,3® a

person has the right to determine their own medical treatment.

300 Dr Brien Hennessy, Head of Anaesthetics, Sir Charles Gairdner Hospital, Response to Questions
on Notice, 25 May 2018.

301 Forinstance see AMA Code of Ethics, 2.1.2; 2.1.5; and 2.1.6

302 Schloendorff v Society of New York Hospital 211 NY 125 at 129 (1914) per Cardozo J.

303 Brightwater Care Group (Inc) v Rossiter [2009] WASC 229. See also the United States (Bouvia v
Superior Court of Los Angeles County 179 Cal App 3d 1127 (1986), 1137 and 1139-1141); Canada
(Nancy B v Hotel-Dieu Quebec (1992) 86 DLR (4th) 385; Malette v Shulman (1990) 67 DLR (4th)
321, 328); the United Kingdom (Airedale NHS Trust v Bland, 857 (Lord Keith) and 864 (Lord Goff);
Ms B v An NHS Hospital Trust [16]-[21]); New Zealand (Auckland Area Health Board v Attorney
General [1993] 1 NZLR 235, 245) and Australia (Hunter and New England Area Health Service v A,

9]-[15]).

304 Re B (Adult: Refusal of Medical Treatment) [2002] 2 All ER 449; See also Re T (Adult: Refusal of
Treatment) (1993) Fam 95, 113 (cited with approval in Ms B v An NHS Hospital Trust [18] and
Hunter and New England Health Service v A [15].

305 See for instance, treatment provided in an emergency for an incompetent patient — section 110ZI
Guardianship and Administration Act 1990; treatment in relation to involuntary patients - section
175(1) Mental Health Act 2014, see also treatment of prisoners in accordance with section 95D
Prisons Act 1981.
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In fact, apart from those limited circumstances, a health professional who treats in spite
of the refusal of consent by the person is acting unlawfully:

The law treats as unlawful, both criminally and civilly, conduct which
constitutes an assault on or a trespass to the person.3%

Further, adults are presumed to have capacity to consent to or refuse medical treatment
unless, and until, that presumption is rebutted.3?” For a valid refusal, a patient must have
decision-making capacity, sufficient information to understand the nature and the effect
of the treatment, and the decision must be voluntary. However, a competent adult can
refuse medical treatment for any reason, even if there is no logical basis for that

decision.3%8

Refusal of medical treatment is not suicide

Refusal of medical treatment is not characterised by the medical profession as suicide:

[iln clinical situations, if someone wants to end their life by refusing care
(food or anything else) we DON’T usually call it suicidal behaviour
(unless it’s due to mental illness) — we would just call it ‘refusing
treatment’ as there is no active act of trying to end life.3%

The legal position is also clear in relation to refusal of medical treatment:

The legal concept of suicide, being the intentional taking of one’s own
life, is not engaged in a case where medical assistance is refused, even
in the knowledge of certain death.31°

Given this, a health professional withdrawing or withholding medical treatment — at the
request of a competent patient — is not aiding a suicide.3?

Do health professionals understand the law on refusal of medical treatment?

In his evidence to the committee, the Acting Chief Medical Officer for Western Australia,
Professor David Forbes, indicated that the legal position is clear following the Rossiter
case but noted that it may not be fully understood or accepted by the medical profession:

306 Secretary, Department of Health and Community Services v J.W.B. and S.M.B (Marion’s case)
(1992) 175 CLR 218 at per Mason CJ, Dawson, Toohey and Gaudron JJ at [8].

307 MB [1997] SCR 514 at [30].

308 Re T (Adult Refusal of Treatment) [1993] Fam 95 at [102].

309 Professor Steve Ellen, Director, psychosocial oncology program and the department of cancer
experiences research, Peter MacCallum Cancer Centre, Honorary Clinical Professor, University of
Melbourne, cited by Andrew Denton in further response to questions on notice, 13 May 2018,
p.7.

310 X v The Sydney Hospitals Network [2013] NSWCA 320 at [59]; Re JS [2014] NSWSC 302

311 Aiding a suicide is an offence under the WA Criminal Code — see section 288.
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[...] the medical establishment is not static. It changes. There are people
coming into WA all the time, many of whom will have never heard of
the Rossiter case. | also believe that there will be some practitioners who
will be very uncomfortable with the ramifications of the Rossiter case
and will be confronted by not intervening, and will have to work through

that issue.312

417  Dr Timothy Koh, Chair of the Royal Australian College of General Practitioners (RACGP),
indicated that although the case of Rossiter was not well known by GPs, refusal of
medical treatment was a common part of general practice and well understood and
respected by GPs consistently in Western Australia:

It comes back to this idea of who makes the decision. In general practice,
the way decisions get made is it is a shared decision-making model
where your GP informs you of the benefits and risks of something and
then you have the decision to make. If a patient refuses treatment, that
might be quite a reasonable decision based on the analysis of benefits
and risks or costs...It can happen when patients are competent and able
to make decisions for themselves, or they have elected someone to do it
on their behalf.313

218 It should be noted that, notwithstanding Dr Koh’s comments above, there is no
requirement for the patient’s decision to refuse medical treatment to be a reasonable
decision.

419  Catholic Health Care Australia referred the committee to its Code of Ethical Standards
that outlines a qualified right of refusal:

Patients have the moral right to refuse any treatment, which they judge
to be futile, overly burdensome or morally unacceptable, and such
refusals must be respected. In addition, healthcare practitioners may
not override any refusal of treatment by a competent patient who is not
mentally disturbed, clinically depressed or suicidal, irrespective of
whether or not they agree with the patient’s refusal.3'*

420 The committee is concerned that there may be some residual uncertainty on the part of
health professionals regarding the absolute right of a competent patient to refuse
medical treatment for any reason. The law does not require a patient to refuse on the

312 WA Department of Health, transcript of public hearing, p. 16

313 Transcript of public hearing 14 December 2017, pp. 10— 11.

314 Catholic Health Australia, Code of Ethical Standards, at 1.16, p. 16 — sourced 28 May 2018.
(emphasis added).
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basis that treatment is futile, overly burdensome or morally unacceptable. A decision of
a competent patient to refuse treatment may be made despite:

e the opinion or recommendations of a health professional;
e the practitioner feeling ‘uncomfortable’;

e others viewing the decision as unreasonable; or

e the refusal leading to death.3%®

The decision to refuse treatment may occur in the context of a therapeutic relationship,
but it is not a joint decision of the doctor and the patient. Whilst it is important that
health professionals are consulted, the decision to refuse medical treatment is a decision
for the patient. The extent to which the principle of self-determination prevails over the
the principle of the sanctity of human life in a case of refusal of medical treatment can
be expressed this way: 31°

[I]t is established that the principle of self-determination requires that
respect must be given to the wishes of the patient, so that if an adult of
sound mind refuses, however unreasonably, to consent to treatment or
care by which his life would or might be prolonged, the doctors
responsible for his care must give effect to his wishes, even though they
do not consider it to be in his best interests to do so ...[t]o this extent,
the principle of the sanctity of human life must yield to the principle of
self-determination.3'’

WA Health publishes a Consent to Treatment policy®'® but this also does not provide
sufficient information for health professionals in relation to a competent patient’s
absolute right to refuse medical treatment.

Finding 24
There is uncertainty among some health professionals regarding the nature of the
absolute right of a competent patient to refuse or consent to medical treatment.

Recommendation 15

WA Health should provide ongoing professional development for all health professionals
— beyond undergraduate training — about the right of a patient to refuse medical

315 “A decision to refuse medical treatment by a patient capable of making the decision does not
have to be sensible, rational or well considered,” per Butler-Sloss LJ in Re T [1993] Fam 95 at 116.

316 Sonia Allan and Meredith Blake, The Patient and the Practitioner: Health Law and Ethics in
Australia, LexisNexis Butterworths, 2014, at 3.101, p. 93.

319 Airedale NHS Trust v Bland [1993] AC 789 at [864] per Lord Goff.

318 WA Health, Consent to Treatment Policy, 2016.
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treatment. WA Health should also specifically amend the Consent to Treatment Policy to
provide comprehensive information in relation to a competent patient’s absolute right
to refuse medical treatment.

Refusal of food and fluids

A competent individual can lawfully end their life by opting to stop eating and drinking.
In accordance with the ethical principle of patient autonomy, and the legal principle of
self-determination, the common law recognises the right of a competent adult to refuse
food and water.31°

Similar to the unlawful provision of medical treatment, force-feeding a competent
individual would ordinarily amount to a battery in civil law and/or an assault under the
criminal law. ‘The law treats as unlawful, both criminally and civilly, conduct which
constitutes an assault on or a trespass to the person.’3%0

Is there a duty to provide the necessaries of life?

Under the WA Criminal Code, a health professional who has someone under their care
has a duty to provide the necessaries of life.3?! ‘Necessaries’ includes the provision of
food and fluids. In Australia, however, the courts have determined that where a lawful
refusal is in place — that is, where a competent individual has directed the health
professional not to provide nutrition and/or hydration — then the duty to provide
necessaries does not arise.3?2

A deliberate choice, or simply too tired to eat?

A number of health professionals who work in palliative care indicated to the committee
that it was very rare for patients to decide to refuse food and water — with the deliberate
aim of ending their life. Some of the health professionals who came before the
committee were at pains to explain that patients naturally lose appetite and thirst at the
end of life, and no longer wish to eat or drink:

It would be very, very common that people would lose their appetite
altogether and that they would stop eating and drinking. That happens
for a variety of reasons; one is a lack of appetite but the second is lack
of energy, lack of thirst and being unwell generally that they are no

319 White, Willmott and Savulescu, Voluntary palliated starvation: A lawful and ethical way to die?
Journal of Law and Medicine, 22, p. 376. See also the discussion by Martin CJ in Brightwater Care
Group (Inc) v Rossiter [2009] WASC 229 at [24].

320 Secretary, Department of Health and Community Services v J.W.B. and S.M.B (Marion’s case)
[1992] HCA 15 at [8].

321 Section 262 WA Criminal Code Act 1913.

322 Brightwater Care Group (Inc) v Rossiter [2009] WASC 229 at [42] — [43] per Martin CJ; H Ltd v J
(2010) 107 SASR 352 at [73] — [74] per Kourakis J.
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longer eating and drinking, and the body shuts down those desires for
food and fluid.33

However, the committee received evidence that the deliberate choice to end life — by
refusal of food and water —is not an entirely uncommon practice. For example, Mr Bruce
Buchanan gave the committee evidence about his wife’s decision to refuse food and
water:

She decided that she would not drink. She stopped drinking or would not
drink one evening....she just clamped her mouth shut and she would not
do anything. She was conscious for 36 hours or so. She was unable to
speak. | was sitting by her bed holding her hand and every now and then
I would squeeze her hand and she would squeeze back. That is how we
communicated at that point. That was all of that day, and at about
midday the following day there was no response when | squeezed her
hand. She died about 24 hours after that, as far as | know quite
painlessly.3%

Ms Janis Stanley provided a written submission to the Inquiry regarding her mother’s
final days:

My dear late Mother, at 103 years was only in a full aged care facility
for the last few months of her life but found a way to end her suffering
by starving herself to death and refusing all medications [...].3?>

Professor Max Kamien also told the committee about a friend who had deliberately
starved himself to death:

He developed an oesophageal pouch—that is a pouch on the
oesophagus—and food gets caught in it. You have terribly bad breath.
It is very difficult to swallow. The operation is very difficult. It nearly
always cuts the recurrent laryngeal nerve which is the nerve that goes
to the voice box. If he had that operation, he would never sing again.
The other thing is the operation has a mortality rate in itself which is,
depending on who does it, quite high. He said, “If | can’t sing, | can’t
speak properly, and if there is the possibility that something goes wrong
and | finish up a vegetable, like my brother, | will not have that

323 Dr Keiron Bradley, WA Health, Transcript of Evidence, 13 December 2017, p.2. See also
Dr Timothy Koh, Chair, RANZCP, Transcript of Evidence, 14 December 2017, p. 11.

324 Mr Bruce Buchanan, Individual, Transcript of Evidence, 1 May 2018, p. 4.

325 Submission No. 473 from Ms Janis Stanley, 21 October 2017.
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operation” and he ceased food for four months and he starved to
death.3?

Although in Mrs Buchanan’s case it was apparent that dehydration did not result in
additional painful symptoms, there are cases where an individual does require palliation
to address distressing symptoms. In those cases, a health professional may assist a dying
patient to alleviate the symptoms of voluntary palliated starvation, which occurs when
a competent individual chooses to stop eating and drinking. Palliative care is provided to
relieve the symptoms associated with dehydration and starvation that may be

experienced by the individual as death approaches.3?’

What is the law in relation to voluntary palliated starvation?

Although made in the context of refusal of artificial nutrition and hydration (a form of
medical treatment) the decision in the Rossiter case has relevance. The case indicates
that it does not matter why a person requires palliative care. The provision of such care
is lawful, providing there is consent and the palliative care is not causing or hastening
death. In the decision, His Honour Chief Justice Martin held that:

The legal rights and obligations relating to the provision of palliative
care are undaffected by the circumstance that the occasion for the
provision of care comes about.... if and to the extent that palliative care
is administered with the informed consent of the patient, and does not
have the effect of causing or hastening the death of that patient, no
question of breach of legal obligation arises.3?8

In a 2010 South Australian Supreme Court case, Justice Kourakis held that refusal to eat
and drink would not constitute suicide:

It is generally accepted as a matter of community standards, and in law,
that a competent adult is not under a duty to take life sustaining
medication and that a refusal to do so would not constitute suicide.
Once that proposition is accepted it is difficult to maintain the
proposition, that self-starvation is suicide as a matter of logic or by

reference to consistent ethical principles.3*®

326 Professor Max Kamien, Doctors for Assisted Dying Choice, Transcript of Evidence, 2 March 2018,
p. 12.

327 White, Willmott and Savulescu, Voluntary palliated starvation: A lawful and ethical way to die?
Journal of Law and Medicine, 22, p. 1.

328 Brightwater Care Group (Inc) v Rossiter [2009] WASC 229 at [52] — [53]. As highlighted in the case
of Rossiter competent individuals can also refuse artificial nutrition and hydration (ANH) for
instance via PEG3?2 feeding or via a nasal-gastric tube. Both are a form of medical treatment.
Consequently, the same legal and ethical principles that apply to a competent patient’s refusal of
medical treatment also apply to the refusal of ANH.

329 HLtd vJ(2010) 107 SASR 352 at [59].
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Palliation under those circumstances would therefore be akin to the provision of
palliation for a patient who has refused medical treatment.

If refusing food and water is not suicide, those providing palliative care,
with the intention of providing symptom relief rather than hastening
death, in “assistance” of that aim, cannot be assisting a suicide.33°

Justice Kourakis’ judgment indicates that there are circumstances where refusal of food
and water would not amount to suicide. In these cases, refusal of food and water is
analogous with refusal of medical treatment.33!

White, Willmott and Savulescu contend that, ‘it can be both lawful and ethical to provide
palliative care to reduce the suffering associated with such self-induced dying.’*? They
argue providing palliation should remain a decision of conscience for a health
professional. However, conscientious objections have limits and a health professional
who objects to providing care must respect autonomy and refer the patient to another
practitioner.333

The committee received several personal stories about individuals choosing to refuse
food and water in order to hasten an unavoidable death. One compelling case was
provided by Dr Robert Edis, a neurologist, who told the story of one of his patients,
Melanie, who suffered with advanced motor neurone disease (MND). The illness took a
severe toll.

She was a very intelligent young woman, from a big professional
background. The loss of autonomy; the loss of dignity. She claimed that
she had been sexually abused in the nursing home, and | said, “Melanie,
that’s a terrible story, but | can’t go there.” The palliative care person
took it up. She sent me an email: “Thank God some doctor is taking me
seriously.” But it did not progress further, actually, with the nursing
home. That was one of her complaints, and | believe—I| suspect—it
probably did happen.33*

330 White, Willmott and Savulescu, Voluntary palliated starvation: A lawful and ethical way to die?
Journal of Law and Medicine, 22, p. 383.

331 Professor Steve Ellen, Director, Psychosocial Oncology Program & Cancer Experiences Research,
Peter MacCallum Cancer Centre, Honorary Clinical Professor, University of Melbourne, cited with
approval by Andrew Denton in further response to questions on notice,

13 May 2018, p. 7.

332 White, Willmott and Savulescu, Voluntary palliated starvation: A lawful and ethical way to die?
Journal of Law and Medicine, 22, p. 386.

333 White, Willmott and Savulescu, Voluntary palliated starvation: A lawful and ethical way to die?
Journal of Law and Medicine, 22, p. 386

334 Dr Robert Edis, Neurologist, Motor Neurone Disease Association WA (MNDAWA), Transcript of
Evidence, 2 March 2018, pp. 9-10.
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Melanie could no longer tolerate her extreme suffering and elected to stop all food and
water to hasten her death. She was provided with palliative care at Hollywood Hospital.
Another hospice (where she had previously been an inpatient) refused to admit her again
because staff were reluctant to provide palliation for her as she dehydrated, and starved
herself to death. Fortunately, for Melanie, Hollywood Hospital agreed to take herin, and
hospital staff provided her with palliation. Dr Edis described Melanie’s transfer of care in
her final days:33°

You can only stay in a hospice for a maximum of about four weeks. So
she was discharged to what was considered a very good nursing home,
the high-dependency unit. She was there five days and then the staffing
ratios, and her needs were so high, that she said, “Look, | just can’t cope
with this discomfort a lot of the time. Get me out of here.” She called
the ambulance from Fiona Stanley Hospital, and they came and said,
“What are you doing? You’re in a nursing home. We can’t take you to
hospital.” She called them three times, and in the end they did. She was
then transferred to Fremantle Hospital, at the holding ward there,
where we saw her, where she said, “Well, how can | end my life? | will
not go back to a nursing home. | refuse.” We said, “Well, you have to.
There isn’t anywhere else you can go.” So she said, “What can | do?”,
and | said, “Well, there is this thing called terminal dehydration,
stopping nutrition, and we can do that, and | will negotiate with the
hospice to get you there, and you will die within eight to 14 days, but we
will cover your symptoms. We will cover the distress of thirst in the first
day or two and anything else, and when you are ready to go, you let us
know, and | am sure | can get the palliative care people to turn it on.”

So | rang the [hospice] head and she said, “If she comes back here, I’ll
have nurses going on sick leave. We can’t take her back.” So I said, “All
right; I'll try Hollywood palliative care, because she has got private
health cover.” One of the good things about private health cover is that
there is a majority of palliative care beds in WA that are under private
health care only. If you have private health care, it gets you a palliative
care bed, so it is very good to keep your private health cover up. | had
an interview with the palliative care physician at Hollywood, who was
very supportive, and she talked to her team about it and said, “We’ve
got this young woman who is in distress. She’s in the terminal phase of
her motor neurone disease. She wishes to end her life in this way. Will
you agree to participate?” The nursing staff all agreed. If anyone
disagrees, they can opt out of the team. The palliative care people do it

335 Dr Robert Edis, Neurologist, Motor Neurone Disease Association WA (MNDAWA), Transcript of
Evidence, 2 March 2018, p. 9.
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that way. She came over. She then died under those circumstances. It
was a very peaceful death.33¢

In the committee’s view, Melanie was exercising a lawful right in very difficult
circumstances and it is regrettable that she was forced to go to such lengths, and had to
endure additional suffering before she died.

Finding 25
A competent person’s absolute right to refuse to eat and drink is clear at law, but not
well understood by some health professionals.

Finding 26
In the case of a refusal of food and water by a competent person at end of life, there is

clinical and legal support for the position that it is similar to the refusal of medical
treatment and therefore is not suicide.

Accordingly, in circumstances where a competent patient at end of life has elected to
refuse food and water, it is appropriate that the person be provided with palliative care.

Recommendation 16

WA Health should provide ongoing professional development — beyond undergraduate
training — for all health professionals regarding the absolute right of a competent patient
to refuse food and water. Training should also include those working in aged care.

Futility

Whilst decisions around futility of treatment are usually not decisions made by patients,
they are relevant to end of life choices.

Doctors are not under an obligation to administer medical treatment, including life-
sustaining treatment, for a patient in their care, if on the exercise of good faith and
competent clinical judgement they consider that the medical treatment would be
futile.33” Consequently, doctors can, on the basis of futility, unilaterally decide to
withhold or withdraw medical treatment and there is no legal right for patients to
demand treatment.338

336 Dr Robert Edis, Neurologist, Sir Charles Gairdner Hospital, Transcript of Evidence, 2 March 2018,
p. 9.

337 Downie, Willmott and White, Cutting the Gordian Knot of Futility: A Case for Law Reform on
Unilateral Withholding and Withdrawal of Potentially Life-Sustaining treatment, New Zealand
University Law Review, 26(1), pp. 25 —59

338 Downie, Willmott and White, Cutting the Gordian Knot of Futility: A Case for Law Reform on
Unilateral Withholding and Withdrawal of Potentially Life-Sustaining treatment, New Zealand
University Law Review, 26(1), pp. 25 —59.
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The legal basis for such unilateral decisions is either that futile treatment is not in the
patient’s best interests or that there is no duty to provide the treatment. Failure to
provide the treatment does not then breach the criminal law regarding the necessaries
of life.33?

The case law in Australia has generally considered futile treatment in circumstances
where the patient lacked decision-making capacity, as opposed to patients who retain
capacity. Evidently, the law in this area is complex:

Law governing the withholding and withdrawing of life-sustaining
treatment from adults who lack capacity is not only complex, it is also
at times uncertain, internally inconsistent, inconsistent with good
medical and ethical practice, and counterintuitive.3*°

In the case of a person who lacks capacity, treatment could be withheld or withdrawn
on three grounds —

1. unilateral decision by the doctor that the treatment was futile;
2. declaration by the court; or
3. anadvance health directive.

Itisimportant to note that in the case of incompetent patients the Supreme Court retains
(parens patriae) jurisdiction to intervene, particularly where there is dispute as to what
course of action is in the patient’s best interests.

How do health professionals decide futility?

The President of the Australian Medical Association (WA Branch) (AMAWA), Dr Omar
Khorshid, highlighted the difficulty of reaching a view that treatment is “futile’:

[i]t is impossible to come up with a completely concrete and universally
agreed definition of “futility”. Different doctors will have different
opinions about when a treatment is futile or not. That might come from
their own ethical framework, it might come from optimism that is
unfounded, or it might come from personal experiences and so on.
Doctors are people, and these decisions are made in consultation with
families.

339 Willmott, White and Downie: Withholding and Withdrawal of ‘“futile’ life-sustaining treatment:
unilateral medical decision-making in Australia and New Zealand, Journal of Law and Medicine,
20(4), pp. 907 —924.

340 Downie, Willmott and White, Cutting the Gordian Knot of Futility: A Case for Law Reform on
Unilateral Withholding and Withdrawal of Potentially Life-Sustaining treatment, New Zealand
University Law Review, 26(1), p. 32.
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[a]t the end of the day, it is for families and doctors together to make
appropriate decisions. Sometimes families have unrealistic expectations
and doctors may override those and say, “Look, we understand where
you’re coming from but this treatment has a zero per cent chance of
working. We are under no obligation to provide it.” Sometimes it is
provided because it seems to be on balance the best thing to do, even
though the doctor knows the treatment is futile, but because it will make
that family or that patient happier. There are lots of examples | can think
of where individual doctors disagree.?**

446  The Acting Chief Medical Officer, Professor David Forbes indicated that:

It is a journey; it is not a single point, and a decision | made today might
be fuelled by my anxiety about a whole lot of things, and it might be
very different to the decision | make in a week’s time, when | understand
the process. Good clinical services deal with this all the time, and they
do help patients make those judgements. Sometimes people are not
ready to give up a futile treatment because they are not ready to face
death, but in a week’s time they may be. These debates and discussions
are constantly going on between doctors and patients and treating
teams, and they are weighed up differently.3*?

447 In his written submission, Consultant Anaesthetist Dr Brien Hennessy commented on the
difficulty of the discussions with family members around futile treatments:

[...] we try to elucidate what the wishes of the patient might be given
this situation before we negotiate a treatment path with appropriate
boundaries. Although the family can’t mandate futile treatment, many
will pressure critical care staff to become complicit in their demands to
receive all treatments possible as a default position. This default setting
may or may not have been the wishes of the patient — that remains
unknown. This default position is not in the patients’ or community’s
best interests, as it is resource intensive and is ultimately unsuccessful.
In my opinion, dying alone during resuscitation under anaesthesia in an
operating room full of strangers, or shortly thereafter in an ICU or
hospital ward is not a better death than comfort care in a hospital ward
with family present. And unfortunately surviving critical care treatment

341 Dr Omar Khorshid, President, AMA (WA Branch), Transcript of Evidence, 28 February 2018, p. 10.
342 Professor David Forbes, Acting Chief Medical Officer, Department of Health, Transcript of
Evidence, 18 May 2018, p. 33.
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in a debilitated state for a few months is the only other probable
alternative.343

Catholic Health Australia expressed the view that most people, at end of life, do not want
highly burdensome or futile treatments — they would like to be ‘left in peace as far as
possible, but have their pain managed’.3*

Is the discussion about futility avoided?

The committee also received evidence that conversations around futility were
sometimes avoided, and as a default position, health professionals would do everything
to prolong life, especially in hospitals. This was emphasised during the evidence of Ms
Gillian Henderson:

I have worked in hospital settings for many years where everything is
done to prolong life and very rarely is the discussion had, which takes a

lot longer in any situation, to discuss the other options.3*®

A 2016 survey found that doctors nominated family or patient request and doctors being
locked in a curative role as the main reasons for continuing the provision of futile care.34

Finding 27
Decision-making in the area of futility of treatment is fraught for patients, families and
health professionals.

Recommendation 17

WA Health should provide ongoing professional development — beyond undergraduate
training — for health professionals about the transition from curative to non-curative end
of life care and effective discussions with patients and families about futile treatments

WA Health should consider how it might effectively educate the community about end
of life decision-making, and implement appropriate health promotion in this area.

343 Submission No. 398 from Dr Brien Hennessy, Head of Anaesthetics, Sir Charles Gairdner Hospital,
19 October 2017, p. 2.

344 Mrs Suzanne Greenwood, CEO, Catholic Health Australia, Transcript of Evidence,
28 February 2018, p. 7.

345 Ms Gillian Henderson, Individual, Transcript of Evidence, 30 April 2018, p. 4.

346 Willmott, et al: Reasons Doctors provide futile treatments at the end of life: A qualitative study,
Journal of Medical Ethics, 42, pp. 496-503.
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Terminal sedation

What is terminal sedation?

When normal medical treatments cannot relieve severe symptoms such as pain and
agitation, health professionals will sometimes treat a dying patient with terminal
sedation.?*’

Terminal sedation is the palliative care practice of gradually increasing doses of
analgesics and/or sedatives, usually without providing nutrition or hydration, until a
coma state occurs prior to death. Dr Keiron Bradley, a senior palliative care specialist
with WA Health, confirmed that terminal sedation is a palliative care treatment to assist
patients at the end of life:

Palliative or terminal sedation is the use of medication to induce
decreased or absent awareness in order to relieve otherwise intractable
suffering at the end of life.34®

Professor Lindy Willmott, a legal academic specialising in public health, told the
committee that terminal sedation is used when a patient is:

approaching the end of life and has refractory symptoms—symptoms
that just cannot be managed by the usual pain and symptom relief—so
the person is sedated to the extent that he or she becomes unconscious,
and he or she will remain that way until death.3*

Silver Chain observed that terminal sedation is ‘standard practice’ in palliative care and
confirmed its use as a treatment at the end of life:

[...] it is a practice where there is significant distress or suffering of the
individual that may not be fully controlled or adequately controlled. It
really is at the end of life; it may be within the last 24 to 48 hours of
life.30

The practice of terminal sedation occurs in Western Australia for patients at the end of
life; however, the committee received evidence suggesting an inconsistent

347 Johannes JM van Delden, Terminal Sedation: a source of restless ethical debate, Journal of
Medlical Ethics, 2007, 33 (4): p. 187.

348 Dr Keiron Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network,
Department of Health, Transcript of Evidence, 13 December 2017 — session one, p. 28.

349 Professor Lindy Willmott, Australian Centre for Health Law Research, Queensland University of
Technology, Transcript of Evidence, 26 February 2018, p. 7.

350 Mr Mark Cockayne, General Manager, Health Care WA, Silver Chain Group, Transcript of
Evidence, 14 December 2017, p. 15.
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understanding of the practice by medical professionals, patients and their families, and
that it is contentious amongst some health professionals.

As discussed further in this chapter, many health professionals that came before the
committee indicated that increasing doses of pain relieving or sedating medications at
the end of life (such as would be the case in terminal sedation) could be justified by the
ethical doctrine known as the doctrine of double effect (see paragraphs 4.75 to 4.105).

Terminal Sedation: Lack of consistent language and definition

It became apparent that differences exist between health professionals in their use of
the terms “sedation”, “terminal sedation” and “palliative sedation”. Even amongst
specialist palliative care doctors, there is no agreed language or definition.

Throughout this report, the committee has elected to use the phrase “terminal sedation”
to refer to treatment whereby sedation during the terminal phase of an illness continues
until a patient’s death.

When is terminal sedation an appropriate treatment?

In 2009, the European Association for Palliative Care (EAPC) published a recommended
framework on sedation for patients at end of life:

Continuous deep sedation should only be considered if the patient is in
the very terminal stages of their illness with an expected prognosis of
hours or days at most. Transient or respite sedation may be indicated
earlier in the patient’s trajectory to provide temporary relief whilst
waiting for treatment benefit from other therapeutic approaches.3>!

The Australian and New Zealand Society of Palliative Medicine Specialists (ANZSPM)
352

supports the EPAC framework for use of sedation in palliative care.
Dr Keiron Bradley told the committee that terminal sedation is ‘available for patients
who are at the end of their life and have intractable suffering that is not relieved by other
means.’3>3 Doctors therefore may administer terminal sedation to alleviate both physical
and/or psychological suffering in patients.3>*

351 European Association for Palliative Care (EPAC), Recommended framework for the use of
sedation in palliative care, p. 584.

352 Australian and New Zealand Society of Palliative Medicine Specialists, 2017 Palliative Sedation
Therapy Guidance Document.

353 Dr Keiron Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, WA
Health, Transcript of Evidence, 13 December 2017, p. 28.

354 Dr Keiron Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, WA
Health, Transcript of Evidence, 13 December 2017, p. 28.
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The AMAWA emphasised that terminal sedation is appropriate for patients only at the
end of their lives in its evidence to the committee. They suggested that to use it an earlier
time might be considered euthanasia:

It is not a choice available to patients who do not need it, because then
it would not be terminal sedation or palliative sedation anymore; it
would be, actually, euthanasia. | would rather just characterise it as one
of the number of techniques used to relieve suffering at the very end of
life in the delivery of palliative care.3>

Terminal sedation is not a universally available treatment

The challenges associated with the terminology surrounding terminal sedation were
demonstrated in evidence from two palliative care specialists — Dr Anil Tandon, from Sir
Charles Gairdner Hospital, and Dr Mary McNulty, from Silver Chain. Both indicated that
they do not provide terminal sedation, and both were of the view that it is not practiced
in Western Australia. Dr McNulty suggested that terminal sedation would not be a legal
practice, and would be reportable to the Coroner.3>®

However, both Dr Tandon and Dr McNulty indicated that they treat patients with
sedation at end of life to deal with distressing symptoms. Dr McNulty:

We make a distinction between using sedation for symptom relief at the
end of life in a way that is appropriate, to actually taking a person and
sedating them so that they die of sedation [...]**’

Dr Tandon:

this is not to say that we do not use sedatives in people in the last hours
and days of life. We definitely do, as Mary has already pointed out, in
other situations when a person is dying within hours or days and they
are distressed. But that is not terminal sedation.>>®

Catholic Healthcare and St John of God Health Care also gave evidence that highlighted
the terminology difficulties, and both seemed to indicate an understanding of terminal
sedation that differed markedly to that of the AMAWA and WA Health. Mrs Suzanne
Greenwood, CEO, Catholic Health Australia stated that:

355 Dr Omar Khorshid, President, AMA (WA branch), Transcript of Evidence, 18 May 2018, p. 15.
356 Dr Mary McNulty, Palliative Care Medical Specialist, Silver Chain, Transcript of Evidence,
27 February 2018, pp. 8-11
357 Dr Mary McNulty, Palliative Care Medical Specialist, Silver Chain, Transcript of Evidence,
27 February 2018, p. 8.
358 Dr Anil Tandon, Palliative Care Medical Specialist, Sir Charles Gairdner, Transcript of Evidence,
27 February 2018, p. 10.
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I think as Catholic providers, we would say that terminal sedation is
really the administration of sedative medications in such a dose as a
route to cause—to bring about—the patient’s death where death is the
goal. So, of course, in that sense terminal sedation is not part of the
practice of palliative medicine for Catholic providers of care. Certainly
palliative sedation, though, is.3>°

Catholic Health’s account of terminal sedation also contrasted with the evidence of
Professor Wendy Erber, Executive Dean of the Faculty of Health and Medical Sciences at
the University of Western Australia (UWA). Professor Erber indicated that terminal
sedation for unrelievable suffering is part of good medical practice.3®° Further, according
to Professor Erber’s colleague, Professor Kirsten Auret:

...there is a lot of confusion in these terms. | would think of them as
relatively the same, so | probably would say we teach the term “terminal
sedation” to the students rather than “palliative sedation”.... you will
find that across countries even, quite how these terms are written about
will vary slightly.36!

The committee heard evidence from some individuals who indicated they would have
asked sooner for better pain relief for their loved ones — had they been aware that it was

available.

The committee received confidential evidence from a witness regarding the protracted
and painful death of her partner. Her partner had been admitted to a metropolitan
hospice in Western Australia, and promised a peaceful death by his treating team.
However, he endured many days of abject, appalling suffering. Finally, one of the nursing
staff indicated to her that another treatment was available for her partner and that it
would address his pain and distress. The witness recounted the final 17 days her partner
spent in the hospital for the committee, and her evidence is reproduced at length over
the following pages.

359 Mrs Suzanne Greenwood, CEO, Catholic Health Australia, Transcript of Evidence, p. 13. See also
Dr Alison Parr, Director of Medical Services, St John of God Health Care, Transcript of Evidence,
28 February 2018, p. 13.

360 Professor Wendy Erber, Executive Dean, Faculty of Health and Medical Sciences, UWA, Transcript
of Evidence, 1 March 2018, p. 3.

361 Associate Professor Kirsten Auret, Academic in Palliative Care, UWA, Transcript of Evidence,
1 March 2018, p. 5.
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Case Study 4.1

In her own words, a witness explains the suffering of her partner until provided
terminal sedation:362

Sometime during that period, he stopped drinking. He was no longer able to swallow
so he was not allowed to drink in case he aspirated, although he was at that point still
terribly thirsty, often begging for water. Our other child stayed on, and with our
children and me by his side, my partner prepared for what he described as the good
part—the restful, pain-free sleep.

Only it did not happen. Under sedation with an ever-changing cocktail of drugs, he
was sometimes semiconscious, sometimes very anxious, restless, confused and
disoriented. Most of all, he was in pain and completely bewildered by how far from
what he had asked for his experience of dying actually was—how far from what he
and we had believed could be achieved. And it just went on and on. It was
interminable for us; | cannot imagine how he bore it. Attached to his body were four
medication pumps, two butterfly ports for breakthrough medications, and a catheter.
He wore a nappy. The usual regular blood pressure, blood oxygen level et cetera
checks were made. He was washed daily, moved and moved again in an attempt to
provide some sort of relief. The bed was constantly soaked by his perspiration,
necessitating frequent changes of sheets and pillowcases. The bedsore specialist
visited, and checked and treated a bedsore at the base of his spine and added socks
et cetera. In other words, they continued to actively nurse him, all with a view to
providing comfort but also all adding to his intolerable pain and distress. The main
point to stress here is that any movement was painful. Even though they would sedate
him first and then do the washing, bed linen et cetera, lying on his side was impossible
for him—it was too painful because of the tumours in his pelvis and legs. He spent all
his time on his back, but in order for all the necessary care to be carried out, he had
to be turned on his side over and over. They would wash his front, turn him on his
side, wash, turn him on the other side, wash, and then back onto his back. Even under
such heavy sedation, he cried out, he groaned, he said no.

| protested and was told that it was in his best interests and he was not really in pain
and that perhaps if it worried me | should leave the room.

Likewise, you can imagine the problems trying to change the bed linen a couple of
times a day. In addition, he indicated every 20 minutes or so that he needed to be
pulled up slightly and then laid back in a slightly different position, to try to be more
comfortable. My child and | would sling an arm under his armpits each side and hoist
him up in one quick move, or | would do it on my own when they was not there, but
this does bad things to your lower back and quite understandably, nursing staff are
not permitted to move a patient that way. They must use a slide sheet: you turn the
patient on one side and ease the sheet under his body, then you turn him back onto
his back and then onto the other side, ease the sheet under and then, grasping the
sheet on either side you slide the patient up the bed. Again, being on his side was
agony—four times for each move, several times a day. It was an unending nightmare.

Then there were the secretions. This is the polite term for the thick yellow liquid that
builds up in the lungs and needs to drain once it reaches the throat. Again, my partner
would be heavily sedated and we would prop him on his side and | would spend hours
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swabbing the flow and wiping his face and neck until eventually the level dropped
sufficiently and stopped and he could be laid back on his back [...].

Eventually his communication was limited to, “I love you”, and “Get me out of here”.

He indicated that he wanted to go home and take all the medication we had left in the
house—anything to stop what was happening. | was beside myself; | was so tired,
stressed, sad and desperate that | could not think straight.

Finally, in conversation with my friend, after | had conveyed to her our desperate
situation she said, “you are too bloody polite. Go out into that corridor and make a
fuss. Do whatever you have to do to get help for him. It must surely be possible to
place him under some sort of anaesthetic—something that will put him in a coma.”

So | went out into the corridor and by chance, a senior nurse was on her way around
with the drugs trolley. She called another nurse to take over and went and sat with
me. | conveyed our desperation: the fact that my partner wanted to get out of there
and that we had lost faith in the hospice’s ability to help us. She told me that there
was another drug, which she believed, would have the effect that my partner wanted,
but that our doctor did not believe in. | am not sure if she said, “believe in” or “agree
with using it”. She told me its name, but | cannot remember what it was; | only heard
it once. She said she was going to seek advice from a more senior doctor.

At the regular meeting of the doctors and nurses in staff the next day, when my
partner’s doctor reported on his condition and the steps that were being taken to
alleviate his suffering, she said, “Yes, but it's not working, is it?” Discussion followed
and it was agreed to place him on this other drug. Thank goodness for that nurse. We
had never before been told by anyone that there were any other options available;
we believed totally that everything had been laid out before us, that we had been
provided with all the information and all the options, yet crucially important
information had not been given us. We just could not believe it.

The drug was then administered and finally my partner was at peace; finally, he
seemed to be without pain, in a deep, relaxed sleep. | hope that inside he was as
comfortable as he appeared to us. Some days later—I cannot remember how many—
he quietly passed away in his sleep, on his own.

Terminal sedation in Western Australia

The committee is satisfied that terminal sedation, as outlined in the evidence from UWA,
the AMAWA and WA Health, is practiced in Western Australia for patients at the end of
life, but that it is not offered consistently across palliative care settings. However, the
committee could not locate any clear and accessible information on the extent of
terminal sedation for patients in WA.

362 Identity withheld, Transcript of Evidence.
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Given the evidence received by the committee that the practice is not regulated,3®3 nor
specifically noted in patient medical records,3®* it is not possible at present to quantify
the extent of terminal sedation in Western Australia:

Currently, there is no information about when and where this practice
takes place and there are no safeguards nor consent protocols in place
nor is the practice universally offered.3%®

It is of concern to the committee that many patients at the end of life, and their family
members are unaware of this treatment. In this context, it is also concerning that there
is a lack of recording and data collection regarding this form of medical treatment.

The uncertainty among some health professionals regarding the legal status of terminal
sedation at the end of life may lead to patients receiving less than optimal treatment,
and continuing to suffer pain and other symptoms. Ms Georgie Haysom, from Avant
Mutual, a medical insurer, indicated to the committee that practitioners:

...express concern about providing increasing pain relief and sedation in
the terminal phase of terminal illnesses because of the concern that they
might be subject to prosecution, and that then, of course can lead to the
potential for under-treatment of people’s pain and symptoms.3%

Professor Willmott and her colleagues Professor Ben White and Ms Penny Nellar, in their
submission, articulate some relevant legal and ethical considerations for the practice of
terminal sedation:

e Whether the patient (or patient’s family) are involved in the decision-making
process, particularly where consent is obtained before this kind of sedation is
provided;

e In what circumstances does it occur? For example, is it given to relieve physical
symptoms only, or also to relieve psychological and/or existential suffering; and

e  Whether artificial nutrition and hydration is provided or withdrawn during the
period of sedation leading up to the patient’s death.3¢”

363 Dr Keiron Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network,
Department of Health, Transcript of Evidence, 13 December 2018, p. 30.

364 Mr Mark Cockayne, General Manager, Health Care WA, Silver Chain Group, Letter - response to
question on notice, 15 February 2018, p. 4.

365 Dr Alida Lancee and Dr Richard Lugg, Doctors for Assisted Dying Choice, Letter, response to
guestions on notice, undated.

366 Ms Georgie Haysom, Head of Education and Advocacy, Avant Mutual, Transcript of Evidence,
28 February 2018, p. 2.

367 Submission No. 560 from Professors Willmott and White, and Ms Penny Nellar, 23 October 2017,
p. 4.
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There is no doubt that these considerations are complex, but it is important — for health
professionals, patients and their families — that there is clarity and certainty regarding
the practice of terminal sedation in Western Australia.

Finding 28
The committee received evidence from government agencies, medical professional
bodies and medical educators providing a consistent explanation of terminal sedation

and its use as an appropriate and lawful treatment option for patients suffering
refractory symptoms at end of life.

There remains some confusion amongst health professionals as to the legal status and
reasonableness of the clinical practice of terminal sedation and this confusion is likely to
result in the denial of adequate symptom relief to some patients at end of life.

Recommendation 18

WA Health should provide specific guidelines on the use of terminal sedation by health
professionals for patients at the end of life. These guidelines should include an agreed
name and definition of the treatment.

As per any other medical treatment, the requirement for informed consent must be
clear.

The treatment must be specifically noted in the medical record as ‘terminal sedation’.

Doctrine of Double Effect

The WA Criminal Code Act 1913 (the Code) makes killing another person unlawful unless
such killing is authorised, justified or excused by law.3%8 Depending on the circumstances,
an unlawful killing will be classed as either murder or manslaughter. The Code also
contains deeming provisions that outline the circumstances in which a person is deemed
to have killed another, including:

e Any person who causes the death of another, directly or indirectly, by any means
.369

whatever, is deemed to have killed that other person;>°° and

e A person who does any act or makes any omission which hastens the death of
another person who, when the act is done or the omission is made, is labouring
under some disorder or disease arising from another cause, is deemed to have killed
that other person.370

368 Section 268, Criminal Code Act 1913 (WA).
369 Section 270, Criminal Code Act 1913 (WA).
370 Section 273, Criminal Code Act 1913 (WA).
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The effect of these provisions is that the conduct of a health professional — in
administering potentially fatal doses of medications — is potentially criminalised under
the Code.

A number of health professionals expressed a view that they are protected from
prosecution by the operation of the medical ethical doctrine of double effect. According
to the doctrine, a doctor is entitled to do all that is proper and necessary to relieve pain
and suffering, even if the measures taken may incidentally shorten life, provided the
doctor’s intention is to treat the symptoms and not to cause the death.

The main difficulty with this is that the Code makes intention irrelevant unless it is
expressly declared an element of the offence.3’* Consequently, unlike the offence of
murder, manslaughter does not require proof of intention to kill or seriously injure.

If the law applies equally to all — health professionals and laypersons — a lack of intention
does not therefore necessarily equate to non-criminal conduct. Under the law, doctors
are not in a different category from other people: the question then becomes does the
Code accept a different standard for health professionals, or does it provide a defence
to the conduct?

Although there is uncertainty about the law in Australia in relation to the doctrine of
double effect,®’2 the most likely place for it in Western Australian law is section 259 of
the WA Criminal Code. Section 259 effectively operates as a defence where a person is
providing treatment, including palliative care, subject to specific conditions. Before
turning to the defence at section 259 of the Code, we consider the history of double
effect.

Where does it come from?

The doctrine of double effect is an ethical doctrine that derives from the 13t century
thesis for the justification of self-defence by the Catholic theologian, St Thomas Aquinas:

Nothing hinders one act from having two effects, only one of which is
intended, while the other is beside the intention.... Accordingly, the act
of self-defence may have two effects: one, the saving of one’s life; the
other, the slaying of the aggressor.3”3

A person’s act of killing another, if acting in self-defence, was thereby justified based on
double effect — provided their intention was to prevent their own death or serious

371 Section 23 - Criminal Code Act 1913 (WA)

372 See the overview provided by QUT End of life law in Australia — Does the doctrine apply in
Australia? Website. Accessed 20 July 2018.

373 Alison Mclintyre, ‘Doing away with double effect’, Ethics 111, no. 2, January 2001, p. 247.
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assault; their conduct was necessary to prevent the death or serious assault; and their
conduct was a proportional response to the attack.

How is it relevant to health care?

The doctrine of double effect initially applied in the health setting to justify termination
of pregnancy where a continued pregnancy threatened a woman’s life.3’* Over time
double effect developed as an ethical doctrine permitting health care professionals to
administer potentially fatal medication, provided their intention was purely to treat pain
and other symptoms. Proponents argue that the doctrine effectively distinguishes
between intentional killing and merely foreseeing death as a possible side effect. One
commentator declared the doctrine of double effect ‘an ethical cornerstone in the
medical treatment of the terminally ill’.37>

The doctrine entered English law through the famous case of Dr John Bodkin Adams in
1957. As Justice Devlin noted, the doctrine permits the doctor to relieve pain, even if he
incidentally shortens life by hours or perhaps even longer.37 Although accepted in many
common law countries,3”” it is apparent that the application and status of the doctrine
of double effect remains uncertain in some jurisdictions.378

The scope of double effect

Double effect is not merely aiming at the good effect and tolerating the foreseeable bad

effect. Moral philosophers generally agree that four conditions attach to the doctrine:

1. The nature of the act must be good, or at least morally neutral — the nature of the
act providing symptom relief is morally good;

2. The agent (health care professional) must intend only the good effect. The bad
effect, even if foreseeable is tolerated but not intended — the intention must be to
relieve distress not to hasten death;

3. The bad effect must not be the means to the good effect — death must not be the
means to relieve pain; and

374 Sonia Allan and Meredith Blake, The Patient and the Practitioner: Health Law and Ethics in
Australia, p. 434.

375 T.E. Quill, The Ambiguity of Clinical Intentions (1993) 329, New England Journal of Medicine,
1039.

376 Rv Adams [1957] Crim. L.R. 365. Interestingly, although acquitted and the doctrine of double
effect given legal effect, following Dr Adams’ death it emerged that he had been the beneficiary
in 132 Wills, calling into question his ‘pure’ intentions. See also - Richard Huxtable, Get out of jail
free? The doctrine of double effect in English law, Palliative Medicine, 2004, 18: p. 66.

377 E.g. Airedale NHS Trust v Bland [1993] AC 789 at 867 (England); Compassion in Dying v State of
Washington 79 F. 3d 790 (1996) 822 (United States); Auckland Health Board v Attorney-General
[1993] 1 NZLR 235 at 252, (New Zealand). Note also the legislative status of the principle in
Consent to Medical Treatment and Palliative Care Act (1995) (SA) s 17.

378 Richard Huxtable, Get out of jail free? The doctrine of double effect in English law, Palliative
Medicine, 2004, 18: p. 62.
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4. There must be proportionality between the good effect and the bad effect — the
person must be suffering significantly, and death will often be imminent.3”°There is
a treatment choice to make, and that choice is based on whether it is proportionate
to a patient’s condition.3&

Intention versus foresight

In addition to the practical difficulty with respect to intention, another practical difficulty
with the doctrine is the notion of intention versus the notion of foreseeability.
Philosophers and ethicists have long debated the role and meaning of intention.38! Blaise
Pascal ridiculed Jesuit theologians for their view that good intentions can make a wrong
act right.38?

In the case of health professionals, ascertaining intention is notoriously difficult:

The fine line between intention to relieve suffering and intention to end
life is so fine as to be apparent only in the mind of the physician.38

In the past the law would infer intention where consequences are foreseen, so that a
person intends to cause a result if they foresee the harm as almost certain, rather than
merely likely.38% More recently, in a decision in relation to the Queensland Criminal
Code3® the High Court clarified the law, making it clear that knowledge or foresight of
result, whether possible, probable or certain, is not a substitute for proof of specific
intent.38® In effect, simply because a particular course of action — for example, the
administration of a medication — is likely to result in a person’s death, intent to cause
that outcome cannot automatically be inferred.

When do doctors rely on the doctrine of double effect?

Given the ethical and legal difficulties, it is not surprising that the committee has received
conflicting evidence about health professionals’ reliance on the doctrine of double
effect. According to Professor Gary Geelhoed, the Western Australian Chief Medical

379 Tom L. Beauchamp and James F. Childress (1994). Non-maleficence. In: Principles of Biomedical
ethics, 4th ed, Ed T. Beauchamp and J. Childress. Oxford University Press, Oxford: pp. 206-11.

380 G Williams, The Principle of Double Effect and Terminal Sedation, Medical Law Review, 9, 2001,
p. 41 -53.

381 For example, see - Elizabeth Anscombe, Intention, Oxford, Basil Blackwell, 1958; and R.A. Duff,
Intention, Agency and Criminal Liability, Oxford, Blackwell, 1990.

382 “For they content the world by permitting such actions; and they satisfy the Gospel by purifying
intentions” Blaise Pascal, "Provincial Letters", in Peter Singer (ed.), Ethics, Oxford, Oxford
University Press, 1994.p. 270.

383 Dr Peter Beahan, ‘The Case for Voluntary Assisted Dying’, Medical Forum, June 2018, p. 23.

384 Cutter v The Queen (1997) 94 A Crim R 152.

385 This is also relevant to Western Australian criminal practice as it is a code jurisdiction.

386 Zaburoniv The Queen [2016] HCA 12.
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Officer (at the time of giving evidence), the doctrine is crucial to all doctors and part of
basic training given that they will deal with death at some stage:

Speaking to many, many doctors, most doctors—I am sure all doctors—
say they will come across death of patients at some stage, so it is
something that is crucial to all of them. Every doctor | have ever raised
it with, or talked about it with, knows what you are talking about, just

because it is such an important topic, | guess.3®”

491 Dr Timothy Koh of the Royal Australian College of General Practitioners indicated to the
committee that doctors continue to rely on the doctrine of double effect:

The doctrine of double effect appears to be similar in principle to the
provisions of section 259 of the WA Criminal Code. This allows
practitioners acting in good faith to provide beneficial medical
treatment without the burden of criminal responsibility in the event of
harm.388

492  The committee also heard evidence from Professor Wendy Erber, that:

In terms of the doctrine of double effect, | think people are particularly
interested in it in terms of what do we teach the students about terminal
sedation; | think that is often where it comes up. We formally teach
them what palliative care is and what the faculty considers good
medical practice.3%°

493  However, Dr Bradley indicated that medications for symptom control ‘do not hasten
death’ provided the medications are given appropriately, and there is no need to rely on
the doctrine of double effect.3%°

494  Similarly, Dr McNulty told the committee that:

We are very certain that the drugs we use do not hasten death, which is
why we do not believe that we need the principle of double effect,
because we actually are not doing anything to hasten death.3°

387 Professor Gary Geelhoed, Chief Medical Officer, Department of Health, Transcript of Evidence,
13 December 2017 — session two, p. 16.

388 Dr Timothy Koh, Chair, WA Branch RACGP, Letter - Response to question on notice,
12 February 2018.

389 Professor Wendy Erber, Executive Dean, Faculty of Health and Medical Sciences, UWA, Transcript
of Evidence, 1 March 2018, p. 3.

390 Dr Keiron Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network,
Department of Health, Transcript of Evidence, 13 December 2017, p. 19.

391 Dr Mary McNulty, Palliative Care Medicine Specialist, Silver Chain, Transcript of Evidence,
27 February 2018, p. 6.
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Dr Anil Tandon also informed the committee that pain medicines and sedatives at the
end of life do not hasten death.3%?

It is claimed by some health professionals that they do not rely on the doctrine of double
effect. In other words, they know how to administer opioids and other pain relieving or
sedating medications with negligible risk. If this were the case, as Professor Richard
Huxtable points out, ‘any case where a patient has died following the administration of
powerful analgesics (or sedatives) demands a hard look’.3%3

Some uncertainty regarding the doctrine

The WA Commissioner of Police initially informed the committee that a death associated
with the doctrine of double effect would be reportable to the Coroner, and that the
police would have a duty to investigate.3°* Subsequently, in his response to questions on
notice, the Commissioner indicated his view had changed and such a death did not fall
within the definition of Reportable Death under section 3 of the Coroners Act 1996.3%

Itis evident that there is a lack of clarity around the status and application of the doctrine
of double effect.

Section 259 WA Criminal Code

Section 259 of the Code provides that a person is not liable for administering (or not
administering/ceasing to administer) surgical or medical treatment (including palliative
care) if it is done (or not done) in good faith and in the exercise of reasonable care and
skill:

(1) A person is not criminally responsible for administering, in good faith and with
reasonable care and skill, surgical or medical treatment (including palliative
care) —

(a) To another person for that other person’s benefit; or
(b) Toan unborn child for the preservation of the mother’s life,

If the administration of the treatment is reasonable, having regard to the
patient’s state at the time and to all the circumstances of the case.

(2) A person is not criminally responsible for not administering or ceasing to
administer, in good faith and with reasonable care and skill, surgical or medical
treatment (including palliative care) if not administering or ceasing to

392 Dr Anil Tandon, Chairman, WA Palliative Medicine Specialist Group, Transcript of Evidence,
27 February 2018, p. 6.
393 Richard Huxtable, Get out of Jail free? The doctrine of double effect in English law, in Palliative
Medicine, 2004; 18: p. 64.
394 Mr Chris Dawson, WA Commissioner of Police, Transcript of Evidence, 27 February 2018, p. 2.
395 Mr Chris Dawson, WA Commissioner of Police, Letter - response to questions on notice,
9 May 2018.
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administer the treatment is reasonable, having regard to the patient’s state at
the time and to all the circumstances of the case.3*

It is clear from the evidence that section 259 is where the RACGP considers the doctrine
of double effect fits into the Code. Associate Professor Blake also indicated that section
259 is the appropriate provision under which to consider the doctrine of double effect:

| think there is clearly a scope within that provision to accommodate
that sort of situation, which the principle of double effect appears to try
to address or has been applied in those sorts of instances.?%’

The legislative history of section 259 does not include reference to ‘double effect’ or to
‘terminal sedation’. The amendment in 2008 to insert “including palliative care” passed
without debate. “Palliative care”, in this context, encompasses the practice of terminal
sedation. Section 259(1) captures the doctrine of double effect. The connection between
section 259, the doctrine of double effect and palliative care is implicit. Whilst the
doctrine of double effect already existed before 2008, the insertion of palliative care into
section 259 provides clarity.

WA Supreme Court Chief Justice Martin’s decision in the Rossiter case provides guidance:

The third general principle, which can be stated, is that it is unlawful for
any person, including any health professional, to administer medication
for the purpose of causing or hastening the death of another person. It
will be seen that these general principles cover the ends of a spectrum
of possible facts and circumstances. Within that spectrum is the
circumstance in which medication, which might be administered for the
purpose of relieving pain or easing discomfort, might have the incidental
effect of hastening death. Section 259(1) might well provide a defence
to any criminal charge brought in such a circumstance. Whether or not
it does will, of course, depend upon all the particular facts and
circumstances of that case, including the condition of the patient and
the palliative care provided. Within the range of possible facts and
circumstances, the application of the provisions of subsection (1) of
s 259 will depend critically upon the particular facts and circumstances
of the individual case.?%®

However, Doctors for Assisted Dying Choice implied that the current legal framework is
subjective and grey in nature:

396 Section 259, Criminal Code Act 1913 (WA).

397 Associate Professor Meredith Blake, Legal Researcher, UWA, Transcript of Evidence,
26 February 2018, p. 8.

398 Brightwater Care Group Inc. v Rossiter [2009] WASC 229 at [54] — [55].
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The current law relies on the apparent intent of the medical practitioner.
An observer may not know this intent and may misinterpret the
medication provided to relieve symptoms as an attempt to hasten
death. Drugs used to sedate or relieve pain may also reduce respiration.
Once this observer has this interpretation, they can report the death to
the police, which would spark a murder investigation and charge. Only
during a court proceeding, would the doctor be able to use the doctrine
of double effect as a defence.3*

There have been only two prosecutions in Western Australia where a doctor was accused
of administering fatal doses of medication. In both cases, neither practitioner relied on
section 259 (or the doctrine of double effect).*® In one case, the jury acquitted after only
10 minutes deliberation. In the other case, the accused was convicted, but the conviction
was overturned on appeal.

Fear of unwarranted prosecution may therefore be overestimated. This was highlighted
in the evidence of Dr Omar Khorshid. When asked if there was a great fear in the medical
profession, he responded:

I can say very emphatically that no, that is not a fear. That has not been
communicated to us by any of our members. That is proven by the lack
of prosecutions over the decades. There have been a couple of cases.
We actually had a legal expert from MDA National at our symposium to
show us a couple of those cases that happened over the years, including
a couple here in Western Australia, but doctors just have not been
prosecuted. It is not fair to say that there is some terrible risk that they
are going to be, and we do not fear that.*%

Possible reform?

The committee received a submission that called for reform of the Code.*®2 However, in
the committee’s view section 259 provides an appropriate defence to a charge of
unlawful killing. A health professional is protected when they administer medications at
end of life (as part of palliative care) if they do so in good faith; and with reasonable care
and skill, by reference to the person and all the surrounding circumstances.

399 Dr Alida Lancee, Medical Practitioner, Doctors for Assisted Dying Choice, Transcript of Evidence,
2 March 2018, p. 5.

400 Urologist, Dr Darryl Stephens and Manjimup doctor, Dr Zylvain Jemielita.

401 Dr Omar Khorshid, President, AMA (WA Branch), Transcript of Evidence, 18 May 2018, p. 14.

402 Submission No. 584 from Associate Professor Blake and Dr Craig Sinclair, UWA, 23 October 2017,
p.7.
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Finding 29

There was no overwhelming call from the medical profession or the wider community
for amendment to section 259 of the WA Criminal Code.

Finding 30
The doctrine of double effect is an ethical doctrine relied on by some doctors when

providing palliative care at end of life. Although it has not yet been fully determined, it
is likely enshrined as a defence under section 259 of the WA Criminal Code.

Finding 31
There is a fine balance in providing protection for both vulnerable patients and the health
professionals who care for them at end of life. Section 259 of the WA Criminal Code gives

appropriate weight to both parties so that all relevant matters can be assessed on a case-
by-case basis.

Suicide
The incidence of suicide in Western Australia

In 2016, 2,866 people died from intentional self-harm (suicide) in Australia.*®® In the
same year, 371 people died from suicide in Western Australia. It is widely recognised
that the reasons for suicide are complex and multi-factorial. Lifeline Australia cites crisis,
recent difficult life events, depression, anxiety, misuse of alcohol or drugs, trauma or
abuse in childhood, and physical illness or disability as some of the reasons people
intentionally self-harm.*%*

In Australia, the Commonwealth Department of Health is responsible for the National
Suicide Prevention Strategy and provides extensive programs and resources for the
community and health professionals.*%> In 2015, the WA Government launched the
Suicide Prevention 2020 strategy,*°® which aims to halve the number of suicides in ten
years and to reflect current research and evidence-based approaches to suicide
prevention.

In recent decades, suicide has been increasingly seen as a serious health issue whereas
in the past a more punitive approach was taken.

403 Australian Bureau of Statistics — Causes of Death.

404 Lifeline.org, Self-harm, Factors that may increase self-harm behaviour.
405 Life in Mind Australia, Life in Mind - Suicide Prevention.

406 WA Mental Health Commission, Suicide Prevention 2020.
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Development of the law

In early English common law, the offence of suicide was known by the archaic Latin term
Felon de se.*®” Suicide was regarded by the Church as a mortal sin, and considered a
felony at law. Consequently, civil rights were extinguished and personal property and
some interests in land (such as leaseholds) were forfeited to the King.

From the middle of the nineteenth century, attempted suicide was also considered a
criminal offence.*®® As late as the 20" century, following a suicide, families were not
permitted a private burial and the rites of the Christian church were also forbidden.

Current law in Western Australia

Suicide has never been a crime in Western Australia. However, an attempt to commit
suicide was criminalised as a misdemeanour. An offender was liable to a maximum
punishment of imprisonment with hard labour for one year. Attempted suicide only
became lawful in Western Australia in 1972, following repeal of section 289 of the
Criminal Code.*®®

Procuring, counselling or aiding another to kill themselves remains a serious offence
under the WA Criminal Code carrying a maximum penalty of life imprisonment.*1° In
addition, consent by a person to the causing of their own death, does not affect the
criminal responsibility of the killer.*'* Therefore, the survivor of a suicide pact who kills
the other party is guilty of unlawful killing.

The evidence from the Western Australia Coroner

In Western Australia, a coroner has jurisdiction to investigate all reportable deaths —
including those by suicide.*!? The State Coroner provided the Inquiry with a report in
relation to suicides in Western Australia for the period 1 January 2012 — 5 November
2017, where the deceased had a terminal or debilitating illness.*!3

407 Felo de se is where a man of the age of discretion, and compos mentis, kills himself by stabbing,
poison or any other way, in Hale, Pleas of the Crown (1800) |, 411, cited in Suicide and The Law,
by the Honourable Sir John Vincent Barry, Melbourne University Law Review, Vol. 5, 1965.

408 Suicide and The Law, by the Honourable Sir John Vincent Barry, Melbourne University Law
Review, Vol. 5, 1965, p. 5.

409 See section 10, Criminal Code No. 21 of 1972

410 Section 288 WA Criminal Code.

411 Section 261 WA Criminal Code.

412 Sections 3 & 19 Coroner’s Act 1996

413 Mr Gary Cooper, Principal Registrar, Coroner’s Court WA, supplementary information - Coronial
Report: CR17-61.1, 24 May 2018.
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The report was prepared by staff at the National Coronial Information System (NCIS),*
and included 199 cases of relevance where the deceased had been diagnosed with a
terminal or debilitating condition.

Some of the means of suicide included poisoning, hanging, gunshot, plastic bag
asphyxiation, knife injuries, carbon monoxide poisoning and fire related deaths. Despite
the reluctance of the NCIS report authors to attribute cause and effect, the committee
notes that in many of the cases terminal or debilitating illness was a significant feature.
Indicators of the relationship between these factors were evident in a number of cases,
and these have been summarised in table 4.1.

Do people deliberately end their lives because of terminal or debilitating illness?

Drawing upon the data provided by the NCIS, the committee estimates that
approximately 10 per cent of all suicides in Western Australia in any year are carried out
by individuals suffering from a terminal or debilitating chronic illness.*'> Analysis of
evidence from international jurisdictions reaches similar conclusions on the incidence of
suicide amongst the terminally ill:

In the UK it has been estimated that around one in ten suicides is in the
context of a terminal or severe chronic illness [...], and 1 in 10 suicides in
the USA has been determined to occur without an identifiable mental
disorder [...].*1®

The committee also heard direct personal and tragic evidence about people who had
attempted or completed suicide due to a terminal or debilitating condition. Professor
Max Kamien informed the committee of his patient, a 65 year old medical physicist:

She had disseminated breast cancer with severe bone pain. She came to
see me—I am not her doctor, but | knew her from the hospital—and she
asked me, as she had asked several of her specialist colleagues, what
was the best way to kill herself. She put her affairs in order and she died
at home alone. She ingested several concoctions that she had managed
to acquire.*Y’

414 The NCIS is an electronic database of coronial information containing case details from the
coronial files of all Australian states and territories, except Qld, dating back to 1 July 2000, Qld
data is contained from 1 January 2001. NZ data is available for deaths reported from 1 July 2007.
(The report did not include cases that were still open at the time the report was prepared).

415 The NCIS indicated that there were 1,720 cases of intentional self-harm reported to the coroner
for the period subject to the NCIS report (01/01/12 — 05/11/17). During that time, 199 cases
were identified where the deceased had been diagnosed with a terminal debilitating physical
condition. 199/1,720 is 11.5 per cent.

416 Submission No. 642 from Mr Neil Francis, Dying For Choice, 23 October 2017, p. 11.

417 Professor Max Kamien, Doctors for Assisted Dying Choice, Transcript of Evidence, 2 March 2018,
p. 3.
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Table 4.1: Sample of coronial cases where a person with a terminal illness completed suicide.

Case 59 — The deceased was an older female
who died as a result of plastic bag and helium
asphyxia. Approximately two weeks prior to
her death [...] the deceased indicated to her
surgeon that she was contemplating suicide
rather than undertaking radical surgery, which
was unlikely to be successful. The deceased
was found unresponsive in her bedroom.

Case 63 — The deceased was an older male who
died as a result of self-inflicted gunshot wound.
A suicide note referenced the deceased’s ill
health. The deceased was found in the garden
and unable to be revived.

Case 80 —The deceased was a middle aged man
who died of combined effects of
bronchopneumonia, prescription drug effect
and inhalation of toxic fumes in his vehicle on a
dirt track. The Coroner noted that the deceased
was suffering an untreatable illness and was
enduring gradual deterioration in quality of life.
Toxicological analysis found a high level of
carbon monoxide in his blood, due to the
inhalation of motor vehicle exhaust fumes.

Case 84 — The deceased was a middle aged
female who died by hanging on her home
property. She left notes indicating her intention
to take her life due to the debilitating effect of
her dental problems. The Coroner determined
that the deceased took her life as a result of
suffering from chronic pain that significantly
affected her quality of life.

Case 87 — The deceased was an older female
who died of aspiration pneumonia. A suicide
note found in her house stated that the
deceased was in significant pain that she could
not handle anymore, and indicated she had
intentionally taken large amounts of
paracetamol. Toxicological analysis found only
therapeutic levels of medication, with the
cause of death being aspiration. The
investigation indicated that the deceased

418

Case 134 — The deceased was an adult male
who died due to hanging in his own home. In
the weeks prior to his death, the deceased was
suffering pain following recent colon surgery,
which involved the removal of a colostomy bag.
His treatment included daily medications,
including Fentanyl patches and oral analgesia
to manage pain, but the deceased remained
anxious and depressed about his symptoms.

Case 143 — The deceased was a middle aged
man who died due to mixed drug toxicity in his
own home. A farewell letter, as well as several
handwritten notes relating to the deceased’s
illness and medical treatment were located.
Post mortem toxicological analysis detected a
fatal level of paracetamol in the deceased’s
system.

Case 146 — the deceased was a middle aged
man who died due to carbon monoxide toxicity
in his vehicle parked on his own property. He
had indicated to his family and friends that he
would rather take his own life...than face
ongoing medical procedures due to his cancer.
He left a suicide note referencing medication
he planned to use.

Case 153 — The deceased was an older man
who died when he ingested a fatal amount of
benzodiazepine medication in his own home. In
the week prior to his death, the deceased told
his son that he was fed up with his condition
and did not wish to go to hospital. The
deceased was located by his neighbour,
deceased in bed.

Case 157 — The deceased was a middle aged
man who died due to self-inflicted gunshot
wound sustained in his own home. He had
been diagnosed with a probable brain tumour.
The Coroner found that the deceased’s concern
over his quality of life being affected by the
tumour was the reason he took his life.

418 Mr Gary Cooper, Principal Registrar, Coroner’s Court WA, supplementary information - Coronial

Report: CR17-61.1, 24 May 2018.
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possibly consumed scouring powder, however
this could not be tested for toxicology.

Case 110 — The deceased was an older male
who died as a result of hanging. He had
mentioned to a friend that he was sick of his
condition and at times wanted to end his life.
He was discovered deceased at home.

Case 162 — The deceased was an older male
who died after ingesting weed killer in his own
home. He had a number of comorbidities. His
pain resulted in a poor quality of life, and he
had reported to his family that his pain was

unbearable and the treatment was not giving
him any relief.

Case 126 — The deceased was an older female
who died due to self-inflicted sharp force injury
sustained in her own home. A suicide note and
a diary entry was found which highlighted the
constant pain and discomfort the deceased was
suffering.

4119  Mr William Philip gave evidence of his wife’s attempted suicide some years prior to her

eventual traumatic death:

My wife was always convinced that the end of life was something that
should be dignified and comfortable if it possibly could. When she
received the diagnosis of this adenoma, she thought that she was
probably going to die of something like a ruptured bowel, a ruptured
stomach or some complication thereof, and she was terrified. She had
been, for quite some years before that, on various opiate drugs for a
serious back injury which resulted from 50 years of hard lifting in nursing
and she had accumulated quite a large supply of those which she took
all at once. | was fully aware that she intended to do that. | was in the
room when she took them. | was in the room when she took them. | did
not assist her in any way, but | did not try to stop her and | promised
that | would not call doctors or take her to hospital. | understood her
intention to die. She was fully in her right mind and she was not going
to go any further than she had to. She did not. She survived for four days
at home with me keeping an eye on her and trying to make sure that
she did not have any nasty complications if she did survive. Eventually it
became obvious that firstly, the opiates had worn off and had not killed
her and secondly, the benzodiazepines and various other drugs she was
on she was in withdrawal from and she was becoming unmanageable. |
then broke my promise and got an ambulance and got her down to the
hospital.

| told the hospital what had happened and subsequently we had the
police, psychiatric services and various other people really giving us a
going over. | have been a justice of the peace for about 34 years and |

142



4.120

4.121

4.122

4.123

4.124

fully understood the laws relating to helping people die or what have
you and the police eventually were satisfied that | had not. But it was a
wracking situation and when my wife recovered in hospital and came
home, the first thing she did was round on me and say, “Why didn’t you
smother me while | was unconscious?” Which was pretty horrible to
hear too. However, she thought things through for a while and decided
that she would not do that again and she would go along and try to
make clear to people who were caring for her as her condition worsened
that she did not want to be kept alive by artificial means, that she did
not want her life prolonged to the detriment of any kind of standard of
independence, dignity, comfort, continence et cetera.

She probably had a couple of quite reasonable years out of it living in a
wheelchair and variously not being able to do a lot of the things that she
wanted to, but she had a reasonable life.**?

The committee notes that morphine is not suitable for suicide. In his evidence Dr Brien
Hennessy described morphine as ‘an imperfect drug with a variable effect’.4?°

Dr Philip Nitzchke explained that the problem with morphine is that it is ‘an extremely
variable drug in terms of its effects on individuals’. 42

These observations were supported by the evidence provided by Mr William Philip about
his wife’s unsuccessful attempt to end her life by taking a large quantity of opiates.*??

Ms Noreen Fynn gave evidence about the death of her husband, Clive Deverall:

At the end, the full force of symptoms had kicked back in. This included
severe neuropathic pain, crippling headaches, insomnia and fatigue
that would leave him unable to even walk to the corner of the street. His
body was breaking down, his suffering was terrible to see and while he
and the medical profession had tried everything, there was no prospect
of a cure nor recovery and no hope. And so faced with this, he chose to
end his own life on Election Day 2017. This was not a choice between
life and death.*?3

Mrs Margaret Beilby gave evidence about the suicide of her husband:

419 Mr William Philip, Individual, Transcript of Evidence, 1 May 2018, p. 1.

420 Dr Brien Hennessy, Head of Anaesthetics, Sir Charles Gairdner Hospital, Transcript of Evidence,
30 April 2018, p. 2.

421 Dr Philip Nitzschke, Director Exit International, Transcript of Evidence, 13 April 2018, p. 11.

422 Mr William Philip, Individual, Transcript of Evidence, 1 May 2018, p. 1.

423 Ms Noreen Fynn, Individual, Transcript of Evidence, 1 May 2018, p. 1.
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My husband was a very active and busy person. He had been a teacher
for 35 years and a deputy headmaster for 20 years, and sometimes
acting principal. He spent his life in his shed. He built boats, he sailed
yachts, he built model yachts, he sailed them internationally and
nationally. He built model planes and flew them nationally and
internationally. He supervised the building of our house and did all the
woodwork inside and outside....He had always had asthma all his life,
and he gradually got worse and worse until he ended up with COPD—
chronic obstructive pulmonary disorder. By 2013 he was down to
approximately 20 per cent lung capacity. He had Parkinson’s disease,
and he was down to shuffling from room to room. He could sit and read
and sit and watch TV, sit and do Sudoku, and not much else. If he fell
over he could not get up, and | could not lift him. | would have to run
across the road and get the bloke across the road to come over and lift
him up.....he hated hospital. He did not want to go into hospital because
he would lose control of his life, and he was scared that he would get so
weak | would not be able to go on looking after him at home. So he
joined Exit International and illegally imported Nembutal from China,
and when it came he took it. He mixed it up, he drank it down, he drank
a glass of port to take away the taste, because apparently it tastes
awful, and to help the action of the drug, and then he sat back in his
chair and went to sleep and died.***

4125  Mr John Ireland gave evidence to the Inquiry about the suicide death of his mother who
‘was a very active woman at age 78. She then had a stroke [...]":

... at 80 years of age, her quality of life was so intolerable that she took
her own life by placing a plastic bag over her head, tying it tightly and

dying from carbon dioxide poisoning.*?>

Finding 32
Approximately 10 per cent of all suicides in Western Australia in any year are carried out
by individuals suffering from a terminal or debilitating chronic illness.

Are people deliberately ending their lives early?

4126 It is not surprising that many of those who choose to take their lives as a result of a
terminal or chronic illness are doing so earlier than they otherwise would want to on the
basis that they fear some future loss of physical capacity. In relation to her husband Clive
Deverall, Ms Fynn told the committee that:

424 Mrs Margaret Beilby, Individual, Transcript of Evidence, 1 May 2018, p. 2.
425 Mr John Ireland, Individual, Transcript of Evidence, 30 April 2018, p. 1.
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we are [...] in no doubt that had Clive known that he had the choice of
voluntary assisted dying, we would have had him with us for a bit longer,
and that is an absolute tragedy.*?®

Dr Robert Edis cares for people with MND. He told the committee that:

| have one person at the moment, who has been a very strong man, and
who is a member of Exit, and he is planning his death.

I have had a number of people suicide because they just did not want to
t.427

face those difficulties at the end, particularly without suppor
The early ending of life was considered in the seminal Canadian case of Carter vs Canada.
In February 2015, the Supreme Court of Canada ruled that the prohibition against
physician-assisted dying violated the constitutional right to ‘life, liberty, and security of
the person’. In its decision, the appeal court upheld the conclusion of the trial judge,
Justice Smith, that:

The prohibition on physician-assisted dying had the effect of forcing
some individuals to take their own lives prematurely; for fear that, they
would be incapable of doing so when they reached the point where
suffering was intolerable. 48

What is the impact on families, loved ones and first responders?

The committee acknowledges that each of these deaths, and other suicides in similar
circumstances, are devastating for families and friends.

In addition, police, ambulance officers and health professionals who act as first
responders may also be traumatised. Western Australia’s Commissioner of Police
indicated the effects on police officers:

Police officers suffer the same emotions and these are often very
upsetting matters for all parties concerned. We take steps both from
initial recruit training, through to those officers who are regularly
attending such deaths from our coronial, homicide and the like squads.
They may attend these as a far more frequent matter. We have
appointed a clinical psychologist to assist police officers to ensure their
wellbeing—particularly their psychological care—is being properly

426 Ms Noreen Fynn, Individual, Transcript of Evidence, 1 May 2018, p. 2.

427 Dr Rober Edis, Consultant Neurologist, Motor neurone disease association, Transcript of
Evidence, 2 March 2018, p. 6.

428 Carter v. Canada (Attorney General), Supreme Court Judgments 2015 SCC 5. 35591. Feb 6, 2015.
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cared for. Yes, my answer is that it does have an effect on police
officers.*?®

Finding 33
The prohibition of a peaceful, assisted death has driven some terminally or chronically ill
individuals to suicide using violent means.

Finding 34
Some individuals who suicide under these circumstances are driven to take their lives

early. All deaths under these circumstances are tragic and very often traumatic and
distressing to family, friends and first-responders.

Finding 35

It is impossible to quantify the number of people who attempt suicide and fail. However,
there is evidence that many do and are left further debilitated.

Unlawful practices

There is evidence that some health professionals in Australia are already assisting people
to die.

Professor Roger Magnusson systematically addressed the issue in the research contained
in his book Angels of Death: Exploring the Euthanasia Underground, published by
Melbourne University Press in 2002.#3° The Victorian Inquiry also explored more recent
evidence regarding existing underground and unlawful practices in its final report at
chapter 6.3.431

In their submission to the Inquiry, Doctors for Assisted Dying Choice told the Committee
of a survey of unidentified Australian practitioners that indicated 35 per cent of doctors
have, at the request of their patient administered medication to bring on death:

An anonymous survey of Australian medical practitioners indicated that
35% of doctors have, at the request of their patient, provided medical
treatments with the aim to hasten death and shorten the duration of
suffering for their patients. Because under the current laws, these

429 Mr Chris Dawson, WA Commissioner of Police, Transcript of Evidence, 27 February 2018, p. 7.

430 Professor Roger Magnusson explored the largely hidden world in which patients in extremis are
sometimes helped to die. His qualitative, interview-based approach confirmed the unlawful
involvement of health professionals in assisted deaths: “Health care workers involvement in
assisted death spans a broad range of action. These include referral and informal assessment of
patients, prescribing, providing, stealing and administering drug cocktails, directing the
euthanasia procedure, and concealing evidence. A variety of euthanasia strategies exist,
including sudden overdoses, the gradual escalation of drugs to lethal levels, and the sudden
withdrawal of the medicines or technology required to sustain life.”

431 Parliament of Victoria, Inquiry into end of life choices: Final Report, 2016, p. 181
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doctors could face criminal charges, these practices remain hidden and
are unspoken. There is no information available regarding who these
doctors are, who the patients were, whether they were terminally ill,
what medication was used etc. In other words there are currently no
safeguards, no transparency, no universal availability nor accountability

for assisted dying practices by doctors.*3?

The Committee’s view on the options at end of life

The 20% century saw remarkable advances in medicine, extending average life
expectancies, decreasing infant mortality and changing the way in which people die.*33
According to Dr Rodney Syme, chronic illness has become the more common cause of
death, and ‘inevitable degenerative illnesses the cause of a high rate of placement of the
frail elderly in institutional care, where they [die]’.*3*

Death is now more predictable and, as the discussions in this and preceding chapters on
palliative care have demonstrated, health professionals provide a number of medical
treatments for people as they approach the end of their lives. However, as the
committee has outlined, those medical treatments may not always be appropriate for
everyone.

The committee received evidence that symptoms at the end of life, and for those
suffering with chronic or debilitating illness, can be severe and include: pain;
breathlessness; nausea; severe fatigue; agitation; and delirium. Many individuals and
health professionals also acknowledge psychological and existential suffering that
accompanies the gradual loss of physical capacity and diminishing purpose in life. In
some cases suffering is prolonged, especially for those with chronic or
neurodegenerative conditions.

Dr Brien Hennessy told the committee that:

The big picture here is that pain and suffering remains a significant issue
in a significant proportion of people despite expert care. This is not a
failure of resourcing or provision of services (which remains the biggest
problem) but rather a lack of pharmacological and psychological
efficacy to manage overwhelming nociception and psychological
suffering.*3>

432 Submission No. 402 from Doctors for Assisted Dying Choice, 19 October 2017 citing Neil D.A.,
Coady C.A.J., Thompson J., and Kuhse H., End of life decisions in medical practice: a survey of
doctors in Victoria (Australia) J. Medical Ethics, 2007; 33: 721-725.

433 Grattan Institute, Dying Well, Melbourne, September 2014, p. 5.

434 Submission No. 316 from Dr Rodney Syme, 17 October 2017.

435 Dr Brien Hennessy, Head of Anaesthetics, Sir Charles Gairdner Hospital, Letter - Response to
questions on notice, 25 May 2018.
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Currently the lawful options for ending life may include refusal of medical treatment;
refusal of food and fluids; decisions taken in relation to futility of treatment; terminal
sedation or suicide. In many cases, these options do not result in a quick and peaceful
death:

o Refusal of medical treatment or food and fluids requires determination, and in the
case of the latter, individuals are not always lucky enough to find health
professionals who are willing to provide palliation as they die.

e Equally, decisions based on futility of treatment can leave an individual despairing
and continuing to endure painful suffering until their demise. They are left with little
control over their death and no ability to choose the manner of their dying.

e In the case of terminal sedation, some people contend that there is little difference
between it and voluntary assisted dying, and that the process is simply slower. Some
practitioners and commentators describe terminal sedation as a slow form of
euthanasia.*® There is therefore no ‘bright line’ that separates this practice from
assisted dying. This form of sedation simply offers a slow dying process where the
individual is unconscious throughout. In addition, the practice remains unrecorded
and unregulated.

e In the case of suicide, people often suffer violent and lonely deaths that cause
ongoing trauma and distress for those left behind. Worse still, people choose to
suicide early to avoid the situation where they are suffering in extremis but
physically unable to end their life.

The Western Australian community overwhelmingly expects to be able to exercise
personal autonomy and self-determination. People want to be able to direct their own
lives and have actual choice at the end of life.

The committee agrees with the submission of Mr James Hindle that ‘the ultimate act of
compassion is surely to allow someone to choose to end their suffering, even when we

want them to stay with us’.437

Finding 36
Western Australians want to be able to exercise choice in dying. If there is a choice

between a death accompanied by prolonged suffering and a death that is without such
suffering, most Western Australians would choose the latter.

436 Dr Rodney Syme, Time to Die, Melbourne University Press, 2016, p. 21.
437 Submission No. 510 from Mr James Hindle, 22 October 2017.
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Many people would value the opportunity to put their affairs in order and spend valuable
time at the end of their lives with the people they love, knowing they had some control
over the manner and timing of their death.
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5.4

5.5

Chapter 5

International experience with voluntary assisted
dying

Introduction

There is a small but growing number of international jurisdictions that allow for some
type of assisted dying legislation in certain defined circumstances. Although these
practices remain illegal in the vast majority of countries, recent trends suggest that the
tide may be shifting in favour of liberalising the law.*38

The committee has been aided by the thorough academic literature critiquing the
operation of assisted dying legislation in the countries that have legalised the practice. It
has not been possible to cite every publication that assisted the committee in its review
of international practices; however, interested readers will be able to review the
bibliography at Appendix 8 if they are seeking further information.

Given both the variety and complexity of the material published on the topic, the
committee has sought to distil critical information about practices in jurisdictions where
assisted dying is legal in terms of the:

e legislation in each jurisdiction;
e model of assisted dying in use; and
e most recently available statistics.

At the end of the chapter, the committee examines some concerns raised by submitters
in relation to international experiences with assisted dying legislation.

A note on terminology

The vocabulary used throughout this chapter reflects the language adopted in the
respective jurisdictions described below.

438 Downie, J., 'Permitting voluntary euthanasia and assisted suicide: Law reform pathways for
common law jurisdictions', QUT Law Review, vol. 16, no. 1, March 2016, pp. 85-86.
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The Netherlands

Legislative background

Although the Netherlands formally legislated for the practice of voluntary assisted
dying®3
introduction of the legislation.

in 2002, there had been a long process of incremental change prior to the

In 1973, the courts recognised that a doctor could lawfully shorten a person’s life to
prevent serious and irremediable suffering, although voluntary euthanasia and assisted
suicide remained punishable under the law.**° The decision prompted significant legal
debate, although the underlying reasoning for the decision was unclear.**! The courts
provided clarity in 1984 when a voluntary euthanasia case reached the Dutch Supreme
Court. The court reasoned:

1. As a general rule, voluntary euthanasia and assisted suicide are
punishable since the Penal Code defines both activities as a crime.

2. However, when a physician is confronted with a conflict of duties he
or she may invoke the so-called defence of necessity. A conflict of
duties occurs when honouring a patient’s request to die with dignity
is the only available means to end unbearable and irremediable

suffering.

3. The criteria for accepting this defence of necessity are to be derived
from professional and medical ethical opinions formulated by the
medical profession.**?

Between 1994 and 2002, prosecutorial guidelines indicated when a doctor would or
would not be charged in relation to ending a patient’s life or assisting the patient to die.

The Dutch model

Although effectively decriminalised, both voluntary euthanasia and assisted suicide
remain criminal offences in the Netherlands, even following the commencement of the
Termination of Life on Request and Assisted Suicide (Review Procedures) Act in 2002.
However, physicians will not be prosecuted if they report their actions in assisting the
death of a patient to a Regional Euthanasia Review Committee, and if they meet “due
care” criteria.

439 Termination of Life on Request and Assisted Suicide (Review Procedures) Act

440 Ben White and Lindy Willmott, ‘How should Australia regulate voluntary euthanasia and assisted
suicide?’, Journal of Law and Medicine, vol. 20, 2012, p. 424.

441 The Royal Society of Canada, End of life Decision Making, November 2011, p. 70.

442 The Royal Society of Canada, End of life Decision Making, November 2011, p. 71.
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In order to meet these due care criteria, the physician must:

1. be satisfied that the patient has made a voluntary and carefully considered request;

2. be satisfied that the patient’s suffering was unbearable, and that there was no
prospect of improvement;

3. have informed the patient of his situation and his prospects;
have concluded, together with the patient, that there is no reasonable alternative
in light of the patient’s situation;

5. have consulted at least one other independent physician who must have seen the
patient and given a written opinion on the due care criteria at 1-4 above; and

6. have terminated the patient’s life or provided assistance with suicide with due
medical care and attention.

It is noteworthy that the due care criteria do not include a requirement for the patient
to be suffering from a terminal illness.**® This has been justified on the basis that
unbearable suffering with no prospect of improvement is not limited to the terminal

phases of disease.**

In the Netherlands, voluntary euthanasia can be performed at a minor’s request if the
minor is aged between 16 and 18 and has a reasonable understanding of their own
interests, and the parents or guardians have been involved in the decision-making
process. The same conditions apply for minors aged between 12 and 16; however, in
these cases the parents or guardians must consent to the decision.***> According to Dr
Eduard Verhagen, a professor of paediatrics at Groningen University, five children were
provided with voluntary euthanasia in the Netherlands between 2002 and 2015: a 12-
year-old and four young people aged 16 to 17.44¢

A patient need not be competent at the time voluntary euthanasia is carried out,
providing that a valid advance directive was completed at a time when the patient was
competent.*’

Most recent statistics on deaths under the Dutch law

In the four years following the commencement of the law in 2002, the number of people
accessing voluntary euthanasia was reasonably consistent at approximately 2,000 each

443 Ben White and Lindy Willmott, ‘How should Australia regulate voluntary euthanasia and assisted
suicide?’, Journal of Law and Medicine, vol. 20, 2012, p. 436.

444 The Royal Society of Canada, End of life Decision Making, November 2011, p. 71.

445 Ben White and Lindy Willmott, ‘How should Australia regulate voluntary euthanasia and assisted
suicide?’, Journal of Law and Medicine, vol. 20, 2012, p. 416.

446 AFP 'Dutch paediatricians: give terminally ill children under 12 the right to die', The Guardian, 19
June 2015. Available online at: https://www.theguardian.com/society/2015/jun/19/terminally-
ill-children-right-to-die-euthanasia-netherlands (Accessed on 4 July 2017).

447 Ben White and Lindy Willmott, ‘How should Australia regulate voluntary euthanasia and assisted
suicide?’, Journal of Law and Medicine, vol. 20, 2012, p. 436.
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year.**® Since then, numbers have increased each year and in 2016 there were 6,091
reported cases of voluntary euthanasia representing some four per cent of all deaths in
the Netherlands in that year.**®

e Cancer was the most commonly reported condition, with 4,137 cases reported in
2016.

e More than half of those who accessed voluntary euthanasia were aged over 70.

e Eighty per cent of patients were able to die in their own homes.

Belgium
Legislative background

In September 2002, Belgium became the second country in the world to legalise
voluntary assisted dying.**® At the same time that euthanasia was legalised, two other
laws were also passed; the first is a law on palliative care, which provides that all patients
in Belgium have a right to receive palliative care; the second is a law that stresses a
patient’s right to be fully informed of diagnosis and to consent to treatment decisions.*>*

Prior to the enactment of the law in 2002, there had been several unsuccessful attempts
at legalising voluntary euthanasia during the 1980s and 1990s.%>2 Once enacted, the law
was the subject of a legal challenge to the Constitutional Court on the grounds that it
violated the right to life protected by Article 2 of the European Convention on Human
Rights.*>3 The challenge was dismissed.

It is important to note that voluntary euthanasia was commonplace in Belgium even
before the law was introduced in 2002.%>* Furthermore, several studies have revealed
the prevalence of the use of life-ending drugs without a patient’s explicit consent prior
to the enactment of the euthanasia law. The incidence of this practice has fallen since

the introduction of the law.*>®

448 Neil Francis Assisted dying practice in Benelux: White Paper 1, p. 5.

449 Regional Euthanasia Review Committees, Annual Report 2016, p. 4.

450 The Act on Euthanasia 2002.

451 Chambaere, et al, ‘Trends in Medical End of life Decision Making in Flanders, Belgium 1998—
2001-2007’, Medical Decision Making, vol. 31, no. 3, May-June 2010, p. 500.

452 Penny Lewis, 'Euthanasia in Belgium Five Years After Legalisation', European Journal of Health
Law, vol. 16, 2009, pp. 125-126.

453 Penny Lewis, 'Euthanasia in Belgium Five Years After Legalisation', European Journal of Health
Law, vol. 16, 2009, p. 126.

454 Deliens, et al, 'End of life decisions in medical practice in Flanders, Belgium: a nationwide survey',
The Lancet, vol. 356, 25 November 2000, pp. 1806-1811.

455 Chambaere, et al, 'Physician-assisted deaths under the euthanasia law in Belgium: a population-
based survey', Canadian Medical Association Journal, vol. 182, no. 9, 15 June 2010, p. 900.
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The Belgian model

The Belgian legislation defines euthanasia as termination of life upon request. Assisted
suicide is not mentioned in the legislation; however, the body responsible for overseeing
the law — the Federal Control and Evaluation Commission — has accepted cases of
assisted suicide as falling under the law.%>® As a result, a doctor may administer the lethal
dose at the patient’s explicit request, or the patient may self-administer.*>’

In order to access voluntary euthanasia, the patient must be competent and must make
arequest that is voluntary, considered, repeated and made in writing, free from external
pressure and of a durable nature.**® Durable means that the doctor must be certain of
the ongoing and enduring nature of the request, and has the effect of requiring doctors
to have had several conversations with patients over a reasonable period of time.**°

There is no requirement that the patient be competent at the time of death; however,
the patient must have made written end of life directions whilst competent that
provided for voluntary euthanasia when:

e the patient becomes unconscious;

e the patient has a severe and incurable accidental or pathological disorder; and

e the situation is irreversible.460

The patient must also be in a ‘medically hopeless condition of continuous and
unbearable physical and mental suffering that cannot be alleviated and that is resulting
from a serious and incurable disorder caused by illness or accident.’#6?

The treating doctor must consult another physician who will examine the patient and the
medical record in order to ensure that the medical requirements have been met.

In 2014, Belgium’s laws were extended to permit voluntary euthanasia for competent
terminally ill people under the age of 18 in restricted circumstances.

456 The Royal Society of Canada, End of life Decision Making, November 2011, p. 79.

457 Submission No. 686 from Dying for Choice, 23 October 2017, p. 57.

458 The Royal Society of Canada, End of life Decision Making, November 2011, p. 79.

459 Ben White and Lindy Willmott, ‘How should Australia regulate voluntary euthanasia and assisted
suicide?’, Journal of Law and Medicine, vol. 20, 2012, p. 436.

460 Cohen-Almagor, R., ‘Euthanasia Policy and Practice in Belgium: Critical Observations and
Suggestions for improvement, Issues in Law & Medicine, vol. 24, no. 3 (2009), p. 206.

461 Section 3.1 of the Belgian Act quoted in The Royal Society of Canada, End of life Decision Making,
November 2011, p. 79.
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Most recent statistics on deaths under the Belgian law

The Belgian law requires the Federal Control and Evaluation Commission to report to the
parliament every two years. The most recently available report, presented in October
2016, covers the period 2014-15.

In 2014, there were 1,928 reported cases of patients accessing either doctor
administered or patient administered voluntary euthanasia services. In 2015, there were
2,022 reported cases, representing a slight increase.

During the two-year period:
e 62.8 per cent of patients were aged over 70 years;
e no children under the age of 18 were reported as patients;

e 67.7 per cent of patients accessing the euthanasia service were cancer patients; and

e 44 per cent of patients were able to die in their own home.*¢?

Luxembourg

Legislative background

Assisted dying was decriminalised in Luxembourg in March 2009.463 The legislation was
not introduced in the parliament by the governing party, but by members of the
opposition Socialist and Greens parties. After what has been described as a bitter debate,
the bill passed with 30 votes for, 26 against and three abstentions.

Luxembourg is a constitutional monarchy, and at the time the bill passed the legislature,
the Grand Duke was required to sign it into law. He refused to do so on the grounds of
conscientious objection. In response, the legislature removed the requirement for the
monarch to assent to bills before they become law.%4

The Luxembourgish model

The Luxembourgish legislation defines voluntary euthanasia as an act performed by a
physician that intentionally ends the life of a person at the express and voluntary request

462 Institute for European Bioethics, Analysis of The Seventh Report of the Federal Commission for
Euthanasia Control and Evaluation to the Legislative Chambers (for the Years 2014 and 2015),
available at: https://www.ieb-eib.org/en/pdf/20161008-en-synthese-rapport-euthanasie.pdf.
Accessed 7 June 2018.

463 Law of 16 March 2009 on Euthanasia and Assisted Suicide.

464 ‘Luxembourg strips monarch of legislative role’, AP Report, The Guardian, 12 December 2008,
available at: https://www.theguardian.com/world/2008/dec/12/luxembourg-monarchy.
Accessed 7 June 2018.
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of that person. The definition of assisted suicide is similar; however, the termination of
life is undertaken by the patient.

The provisions in Luxembourg’s legislation are broadly similar to those found in the
Dutch framework and include a requirement that the request is made voluntarily and
repeatedly. The patient’s medical situation must be one without a cure and without the
prospect of improvement, and patients must report unbearable mental or physical

suffering.6®

Most recent statistics on deaths under the Luxembourgish law

Luxembourg’s legislation requires that the National Commission for Control and
Evaluation report every two years on the practice of euthanasia and assisted suicide. The
most recent report, published in May 2017, covers the period 2015-16.46¢

e Duringthat period, 18 people exercised their option to access euthanasia or assisted
suicide — eight in 2015 and 10 in 2016.

e 17 patients were aged over 60.
e 16 patients were suffering from cancer.

e Since legalisation in 2009, 52 individuals have accessed euthanasia or assisted
suicide services.*¢”

Switzerland

Switzerland operates under a unique model

The Swiss model for assisted dying is unique.*®® Switzerland does not have a specific
piece of legislation that decriminalises assisted suicide for medical purposes, instead the
legal position is based on provisions of the Swiss Criminal Code that have been in
operation since 1942. Article 115 of the Code criminalises assisted suicide unless the
person providing the assistance does so from unselfish motives. Any person assisting in
a suicide must demonstrate that they have done so without having self-serving ends.

According to the Swiss Ministry of Justice, self-serving ends would include assisting a
death ‘to satisfy [...] material or emotional needs [...] the possibility of eliminating some
major problem for the family, or other motives such as gaining an inheritance, relieving

465 The Royal Society of Canada, End of life Decision Making, November 2011, p. 80.

466 The report, in French, is available to download here:
http://www.sante.public.lu/fr/publications/r/rapport-loi-euthanasie-2015-2016/index.html.

467 ‘Slight rise in euthanasia cases for Luxembourg’, Luxembourg Times, 29 May 2017, available at:
https://luxtimes.lu/archives/2186-slight-rise-in-euthanasia-cases-for-luxembourg. Accessed
7 June 2018.

468 Article 115 and Article 116 of the Swiss Criminal Code makes reference to ‘assisted suicide’.
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himself of the burden of supporting the individual [...] or eliminating a person he
hated.’4

Unlike the other models outlined in this chapter, there are no formal requirements based
in statute limiting access to assisted suicide. As a result, there are no eligibility criteria or
other safeguards common to other jurisdictions. Similarly, there are no official statistics
on the prevalence of assisted suicide in Switzerland; however, according to Dignitas — a
Swiss non-profit organisation that helps people to end their lives — they have assisted in
approximately 2,500 deaths during the previous 20 years. In 2017, the organisation
assisted in 222 deaths.*”°

Oregon

Legislative background

In 1994, Oregon’s citizens voted in favour of a ballot initiative to pass the Dying With
Dignity Act. A ballot initiative is a type of direct democracy common in parts of the United
States that allows for public votes on certain legislative proposals or constitutional
amendments. The result of the ballot was close: 51.3 per cent of voters were in favour
and 48.7 per cent were opposed.*’?

The legislation finally came into operation in 1997; however, not before it had faced
several legal challenges and a further ballot initiative to repeal the law.4’? This second
public vote, held three years after the first, resulted in 60 per cent of respondents voting
to retain the Dying With Dignity Act against 40 per cent voting to repeal.*”?

Throughout the late 90s and into the early years of the George W Bush administration,
several attempts were made at the state and federal level to either restrict or overturn
the legislation. Those attempts were not successful 474

469 The Royal Society of Canada, End of life Decision Making, November 2011, p. 81.

470 Mr Silvan Luley, Board Member, Dignitas, Transcript of Evidence, 8 March 2018, pp. 2 & 5.

471 Oregon Secretary of State, Oregon Blue Book. Available at: https://sos.oregon.gov/blue-
book/Documents/elections/initiative.pdf (Accessed 4 July 2018).

472 Ballot Initiative 51, which was held in November 2007.

473 Oregon Secretary of State, Oregon Blue Book. Available at: https://sos.oregon.gov/blue-
book/Documents/elections/initiative.pdf (Accessed 4 July 2018).

474 The legal challenges to Oregon’s assisted dying laws took place over a 10-year period
commencing in 1995 and ending in 2005 with the US Supreme Court’s ruling in Gonzales v
Oregon upholding Oregon’s laws. During that same period legislative proposals were made in an
attempt to criminalise any action by a health professional in administering federally controlled
drugs for the purpose of ending life. Those attempts failed, see The Royal Society of Canada, End
of Life Decision Making, November 2011, p. 80.
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The Oregon model

The Oregon model has been described by many submitters to this inquiry as
‘restrictive’.”> The Dying With Dignity Act provides for physician-assisted death with the
patient self-administering a lethal medication. The patient must be a capable adult, aged
at least 18 years of age, and a resident of Oregon. The patient must also be suffering
from a terminal iliness that will lead to death within six months.

If a patient satisfies these criteria, the following steps must be followed:

e The patient must make two oral requests to the attending physician, separated by
at least 15 days.

e The patient must provide a written request to the attending physician, signed in the
presence of two witnesses, at least one of whom is not related to the patient.

e The attending physician and a consulting physician must confirm the patient’s
diagnosis and prognosis.

e The attending physician and a consulting physician must determine whether the
patient is capable of making and communicating health care decisions for
him/herself.

o If either physician believes the patient’s judgment is impaired by a psychiatric or
psychological disorder (such as depression), the patient must be referred for a
psychological examination.

e The attending physician must inform the patient of feasible alternatives to assisted
death including comfort care, hospice care, and pain control.

e The attending physician must request, but may not require, the patient to notify
their next-of-kin of the prescription request.*’®

A patient can rescind a request at any time and in any manner. The attending physician
will also offer the patient an opportunity to rescind his/her request at the end of the 15-
day waiting period following the initial request to participate.*””

475 See, for example, Submission No. 686 from Dying for Choice, 23 October 2017, p. 56.

476 Oregon Health Authority, FAQs about the Death with Dignity Act. Available at:
https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEAT
HWITHDIGNITYACT/Documents/fags.pdf

477 Oregon Health Authority, FAQs about the Death with Dignity Act. Available at:
https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEAT
HWITHDIGNITYACT/Documents/fags.pdf
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Physicians must report all prescriptions for lethal medications to the Oregon Health
Authority and pharmacists must be informed of the prescribed medication’s ultimate
use.*’8

Most recent statistics on deaths under the Oregon law

The Oregon Health Authority publishes an annual report based on mandatory data
required under the Dying With Dignity Act. For the calendar year 2017:

e 218 patients had prescriptions written;

e 144 died from ingesting medication, including 14 who died from ingesting
medication prescribed in a year other than 2017;

e 44 did not ingest medication and subsequently died from other causes;
e 44 patients had an unknown ingestion status:
0 23 died, ingestion status unknown; and
0 21 death and ingestion status pending.4”®
In 2017:
e 80.4 per cent of patients were aged 65 years or older;
e the median age at death was 74 years old;
e 76.9 per cent of patients were suffering from cancer; and
e 90.2 per cent of patients were able to die at home.*8°

The three most frequently reported end of life concerns were decreasing ability to
participate in activities that made life enjoyable (88.1 per cent), loss of autonomy (87.4
per cent), and loss of dignity (67.1 per cent).8!

478 Oregon Health Authority, FAQs about the Death with Dignity Act. Available at:
https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEAT
HWITHDIGNITYACT/Documents/fags.pdf

479 Oregon Public Health Division, Oregon Death with Dignity Act: 2017 Data Summary, 9 Feb 2018,
pp. 5-11. Available at:
https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEAT
HWITHDIGNITYACT/Documents/year20.pdf. Accessed on 12 June 2018.

480 Oregon Public Health Division, Oregon Death with Dignity Act: 2017 Data Summary, 9 Feb 2018,
pp. 5-11. Available at:
https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEAT
HWITHDIGNITYACT/Documents/year20.pdf. Accessed on 12 June 2018.

481 Oregon Public Health Division, Oregon Death with Dignity Act: 2017 Data Summary, 9 Feb 2018,
pp. 5-11. Available at:
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Washington

Legislative background

The Washington Death With Dignity Act came into operation in 2009. Washington’s
legislation is substantially similar to the legislation in neighbouring Oregon.*®? As with
Oregon, assisted dying became legal in Washington following a ballot initiative at which
just under 58 per cent of three million voters voted in favour of ‘allowing certain

terminally ill competent adults to obtain lethal prescriptions’.*%3

The Washington model

Mentally competent adults who reside in Washington State are able to access the
assisted dying scheme in Washington. The scheme is available to patients diagnosed with
a terminal illness with six months or less to live. Patients self-administer the medication
once a physician has issued a prescription. Similar to Oregon:

e the patient must make an initial oral request to a physician to access life ending
medication and to have a prescription written;

e asecond physician must then confirm, along with the first physician, the patient’s
diagnosis, prognosis and mental capacity;

e once this has occurred the patient must complete a written request for medication
form;

e no sooner than 15 days after the initial oral request, the patient may then make a
second oral request to his or her physician; and

e once these criteria have been met, the physician may then issue the prescription for
the life ending medication.*®

https://www.oregon.gov/oha/PH/PROVIDERPARTNERRESOURCES/EVALUATIONRESEARCH/DEAT
HWITHDIGNITYACT/Documents/year20.pdf. Accessed on 12 June 2018.

482 Dyer, et al., 'Assisted dying: law and practice around the world', British Medical Journal, vol. 351,
August 2015, p 2.

483 Washington Secretary of State, November 04, 2008 General election Results, 26 Nov 2008.
Available at: http://results.vote.wa.gov/results/20081104/Initiative-Measure-1000-concerns-
allowing-certain-terminally-ill-competent-adults-to-obtain-lethal-prescriptions.html. Accessed on
12 June 2018.

484 End of Life Washington, The Washington Death with Dignity Act: An overview for patients and
families, available at: https://endoflifewa.org/wp-
content/uploads/2012/09/WA.DWDA .An .Overview.for .Patients.and .Families.10.2015.pdf

161



5.46

5.47

5.48

5.49

5.50

Most recent statistics on deaths under the Washington law

Under the legislation, the Washington Department of Health is required to report
annually on the operation of the law. The most recent report was released in March 2018
and covers the 2017 calendar year:

e 212 patients had prescriptions written;

e 164 died after having ingested the medication; and

e 19 died without having ingested the medication.

In 2017:

e 74 per cent of patients were aged 65 years or older;

e 72 per cent of patients were suffering from cancer; and

e 88 per cent of patients were able to die in their own homes.*%

Vermont
Legislative background

In May 2013, Vermont became the first state in the United States to pass a Death with
Dignity Bill without using a ballot initiative put directly to the public. The first such bill
had been introduced ten years earlier, and numerous subsequent attempts to pass the
legislation had failed.

The Vermont model

The law in Vermont is largely identical to that in Oregon and Washington. It is open to
mentally competent adults who reside in Vermont and who have been diagnosed with a
terminal illness with six months or less to live. Patients self-administer the medication
once a physician has issued a prescription.

Most recent statistics on deaths under the Vermont law

The first report outlining statistical information on the use of the assisted dying
legislation was published by the Vermont government in January 2018. The report covers
the period from May 2013 through June 2017.

e 52 prescriptions were issued:

485 Washington State Department of Health, Death With Dignity Act Report, March 2018, pp. 1-2.
Available at: https://www.doh.wa.gov/Portals/1/Documents/Pubs/422-109-
DeathWithDignityAct2017.pdf.
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0 83 per cent of prescriptions were for patients diagnosed as suffering from
cancer;

O 14 per cent of prescriptions were for patients diagnosed as suffering motor
neuron disease (MND); and

0 Three per cent were for other causes.*8
e 48 deaths were reported:
0 29 patients had utilised the patient choice prescription;
0 17 patients died from the underlying cause;
0 1 died from other causes; and

0 1 died from unknown causes.*”

California
Legislative background

On 5 October 2015, California became the fifth jurisdiction (following Colorado and the
District of Columbia) in the United States to allow terminally ill patients to receive
assisted dying services. The End of Life Option Act was passed during a special session of
the California legislature in late 2015 and came into effect on 9 June 2016. A number of
legal challenges have been mounted against the legislation, and between 25 May and 15
June 2018, implementation of the law was halted following a court ruling that the Act
was not validly passed by the legislature. That ruling has been stayed by a Court of
Appeal, but legal proceedings remain ongoing.

The California model

Similar to most legislative approaches adopted in the United States, the California
legislation takes as its basis the Oregon model in place since 1998. There are a few key
differences:

e People who do not speak English can use an interpreter;

486 Vermont Agency of Human Services, Report concerning patient choice at end of life, 15 January
2018, p. 4. Available at: https://legislature.vermont.gov/assets/Legislative-Reports/2018-Patient-
Choice-Legislative-Report-12-14-17.pdf

487 Vermont Agency of Human Services, Report concerning patient choice at end of life, 15 January
2018, p. 4. Available at: https://legislature.vermont.gov/assets/Legislative-Reports/2018-Patient-
Choice-Legislative-Report-12-14-17.pdf
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the attending physician must discuss the request for medications with the patient
(and their interpreter, if applicable) alone (patients in Oregon are free to bring
anyone along);

there is no waiting period between the written request and the writing of the
prescription; and

the attending physician must provide a separate form for the patient to complete
within 48 hours prior to taking the medications.

Most recent statistics on deaths under the California law

California’s Department of Public Health is required to report annually on the operation

of the law. The most recently completed report was published in June 2018 and covers

the 2017 calendar year.

577 individuals had prescriptions written in 2017:

0 363 ingested and died from the drugs prescribed in 2017;
0 86 did not ingest drugs and died from underlying illness;
0 128 with undetermined outcomes; and

0 11 individuals with prescriptions from 2016 ingested and died from the drugs in
2017.488

In 2017:

77 per cent of patients were aged between 60 and 89 years;
13.4 per cent of patients were aged over 90 years;

50.8 per cent were female;

83.4 per cent were receiving hospice and/or palliative care; and

72.7 per cent had at least some level of college education.*®?

488

489

California Department of Public Health, California End of Life Option Act 2017 Data Report, June
2018, p. 4. Available at:
https://www.cdph.ca.gov/Programs/CHSI/CDPH%20Document%20Library/2017EOLADataReport
.pdf

California Department of Public Health, California End of Life Option Act 2017 Data Report, June
2018, p. 4. Available at:
https://www.cdph.ca.gov/Programs/CHSI/CDPH%20Document%20Library/2017EOLADataReport

-pdf
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In terms of illness affecting the patients:

e 68.5 per cent had malignant neoplasms (cancer);

e 9.4 per cent had neurological disorders such as MND and Parkinson’s;
e 8.0 per cent had cardiovascular diseases;

e 4.5 per cent had chronic lower respiratory diseases (non-cancer);

e 3.7 per cent had cerebrovascular diseases; and

e 5.9 per cent had other underlying illnesses.*%°

Canada
Legislative background

The introduction of an assisted dying mechanism in Canada has been a long and
somewhat complicated process involving numerous attempts at legislative reform at
both the federal and provincial levels, in addition to several legal challenges questioning
the prohibition of assisted suicide on the grounds of discrimination. Following a decision
of the Canadian Supreme Court in February 2015, the Canadian Parliament passed the
Medical Assistance in Dying bill in June 2016.%°1

Prior to legalisation, there had been 12 attempts between March 1991 and May 2009 to
legislate for the introduction of some type of assisted dying law at the federal level in
Canada.*®? Quebec was the first place in Canada to pass legislation, with An Act
Respecting End of life Care commencing operation in December 2015.4%3

The nation-wide legalisation of assisted dying in Canada came about following legal
action launched by Kay Carter, a woman who was suffering from a severe case of spinal
stenosis, and Gloria Taylor, who was suffering from Motor Neuron Disease. In 2012, the
women won their case in the British Columbia Supreme Court which ruled that

490 California Department of Public Health, California End of Life Option Act 2017 Data Report, June
2018, p. 4. Available at:
https://www.cdph.ca.gov/Programs/CHSI/CDPH%20Document%20Library/2017EOLADataReport
.pdf

491 A copy of the legislation can be accessed here: http://www.parl.ca/DocumentViewer/en/42-
1/bill/C-14/royal-assent

492 Downie, J., 'Permitting voluntary euthanasia and assisted suicide: Law reform pathways for
common law jurisdictions', QUT Law Review, vol. 16, no. 1, March 2016, pp. 85-86.

493 The focus of the discussion in the rest of this section will be on the nation-wide model enacted in
2016. The Quebec model legalises medical aid in dying where an individual is at the end of life;
has an incurable disease; is in an advanced state of irreversible decline; and is experiencing
unbearable an intolerable suffering. See: Downie, J., ‘Permitting voluntary euthanasia and
assisted suicide: Law reform pathways for common law jurisdictions', QUT Law Review, vol. 16,
no. 1, March 2016, p. 89.
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prohibitions against assisted suicide in the Canadian Criminal Code violated their rights
under the Canadian Charter of Rights and Freedoms. The case eventually proceeded to
the Canadian Supreme Court, which held that the Criminal Code breached s7 of the
Canadian Charter of Rights and Freedoms, which protects ‘the right to life, liberty and
security of the person and the right not to be deprived thereof except in accordance with

the principles of fundamental justice’.**

The Canadian Supreme Court issued a declaration that:

We have concluded that the laws prohibiting a physician’s assistance in
terminating life (Criminal Code, s. 241 (b) and s. 14 ) infringe Ms.
Taylor’s s. 7 rights to life, liberty and security of the person in a manner
that is not in accordance with the principles of fundamental justice, and
that the infringement is not justified under s. 1 of the Charter . To the
extent that the impugned laws deny the s. 7 rights of people like Ms.
Taylor they are void by operation of s. 52 of the Constitution Act, 1982 .
It is for Parliament and the provincial legislatures to respond, should

they so choose, by enacting legislation consistent with the constitutional
parameters set out in these reasons.

The appropriate remedy is therefore a declaration that s. 241 (b) and s.
14 of the Criminal Code are void insofar as they prohibit physician-
assisted death for a competent adult person who (1) clearly consents to
the termination of life; and (2) has a grievous and irremediable medical
condition (including an illness, disease or disability) that causes
enduring suffering that is intolerable to the individual in the
circumstances of his or her condition. “Irremediable”, it should be
added, does not require the patient to undertake treatments that are
not acceptable to the individual. The scope of this declaration is
intended to respond to the factual circumstances in this case. We make
no pronouncement on other situations where physician-assisted dying
may be sought.**>

The Court suspended the declaration of invalidity for 12 months in order to allow
time for various governments to develop and implement legislation and
regulations that would provide for assisted dying.%®

494 Lindy Willmott & Ben White, 'Assisted dying in Australia: A values-based model for reform’, in lan
Freckelton & Kerry Petersen (eds.), Tensions and traumas in health law, Federation Press,
Sydney, 2017, pp. 491.

495 Carter v. Canada (Attorney General), 2015 SCC 5 at [126] — [127]

496 Downie, J., 'Permitting voluntary euthanasia and assisted suicide: Law reform pathways for
common law jurisdictions', QUT Law Review, vol. 16, no. 1, March 2016, pp. 85-86.
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The Canadian model

Canada’s legislation allows for both physician administered and self-administered
ingestion of a lethal medication. Note, however, that Quebec’s model, which predates
the federal model, provides only for physician administered ingestion. To be eligible, a
patient must:

be eligible for health services funded by a Canadian government;
o be atleast 18 years old and mentally competent;
e have a grievous and irremediable medical condition;

e make a voluntary request for medical assistance in dying that is not the result of
outside pressure or influence; and

e give informed consent to receive medical assistance in dying.

Canada’s legislation does not require that a patient be suffering from a fatal or terminal
condition in order to access assisted dying. Instead, the patient must have a serious
illness, disease or disability and be in an advanced state of decline that cannot be
reversed. Furthermore, the patient must be experiencing physical or mental suffering
that cannot be relieved under conditions that are acceptable to the patient. Finally, the
patient must be at a point where natural death has become reasonably foreseeable. The
College of Physicians and Surgeons of Nova Scotia has recently issued a guideline for
doctors that defines reasonably foreseeable as either temporally proximate (sufficiently
close) or the patient’s cause of natural death has become predictable.**?

Mental or physical disability is not a barrier to seeking assisted dying; however, eligibility
will be assessed on an individual basis against the same eligibility criteria as other
applicants.

The process for requesting assisted dying is largely similar to that in other jurisdictions.
A patient must make a written request indicating that they seek medical assistance in
dying. The written request must be signed by two independent witnesses. The patient’s
physician will then confirm that the patient is eligible to access assisted dying services. A
second physician is then required to confirm the first physician’s opinion.

497 College of Physicians and Surgeons Nova Scotia — Guidelines Medical Assistance in Dying —
Website. Accessed 11 August 2018.
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Once eligibility has been confirmed a 10-day “reflection period” commences. Once this
period has passed, the patient is able to receive the service. Consent may be withdrawn
at any time and in any form.*%®

Most recent statistics on deaths under the Canadian law

As with other jurisdictions that have legislated for assisted dying, there is a requirement
for regular reporting on the incidence of the practice. The most recent report was
published in October 2017 and covers the period between legalisation of assisted dying
in December 2015 and June 2017:

e the total number of medically assisted deaths in Canada since legalisation is 2,149;

e between 1 January 2017 and 30 June 2017, there were 1,179 medically assisted
deaths representing approximately 0.9 per cent of all deaths in Canada during that
time;

e patients suffering from cancer represented 63 per cent of all cases amongst those
seeking a medically assisted death; and

e the average age of those receiving a medically assisted death was 73.4°

What does the international experience tell us?

Excluding Switzerland, which is unique among the jurisdictions, each of the jurisdictions
examined above have many things in common in terms of their experiences in legislating
for assisted dying:

e Gaining legislative support for assisted dying laws has been a difficult and lengthy
process — even in Europe, where the practice is more established. As the following
chapter on the Australian experience will demonstrate, this difficulty is also
replicated closer to home.

e Gaining access to assisted dying or euthanasia is not a request capable of fulfilment
on a whim — it requires a careful and repeated request, witnessed by independent
parties.

e In each of the jurisdictions, more than one physician is required to confirm that the
eligibility criteria have been met, which usually requires that a patient suffers from
a terminal or chronic illness with irremediable suffering.

498 Government of Canada, Medical assistance in dying, available at:
https://www.canada.ca/en/health-canada/services/medical-assistance-dying.html
499 Health Canada, 2" Interim Report on Medical Assistance in Dying, October 2017, pp. 6-8.
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e Finally, it is noteworthy that cancer is by far the most common illness underlying a
request for assisted dying in all of the jurisdictions examined above.

There are also differences, of course, including whether a person must be legally
competent at the time death occurs. All jurisdictions require competence at the time of
the request, but not all jurisdictions will allow a patient to make a legally binding directive
or request in the form of an advance health directive.

Similarly, there are important differences regarding the manner in which the lethal
medication is ingested. Under the model adopted in the United States, ingestion of the
lethal medication is self-administered, reflecting the fact that arguments for assisted
dying were focused on respecting individual rights and patient autonomy. In European
jurisdictions and Quebec, most cases of assisted dying occur following physician
intervention.

Concerns about international experiences raised in the submissions

Many submissions from those opposed to legislative change expressed some concern
about perceived unwelcome developments in the operation of the laws in international
jurisdictions.

Slippery slope

The phrase “slippery slope” appears in approximately 100 submissions made to the
inquiry, mostly in submissions from individuals and organisations expressing concern
about any proposed changes to the laws relating to end of life choices in Western
Australia. At the heart of any slippery slope argument is the contention that a minor
initial change may lead to negative and unintended consequences in the future. Broadly
speaking, the slippery slope arguments focused on claims that inevitably, the criteria for
legal access to assisted dying will expand incrementally beyond whatever initial reforms
are legislated. Two such scenarios include:

e expansion to include psychiatric illness; and
e expansion to include minors.
The committee explores these arguments in further detail below.

Expansion to include psychiatric illnesses

Many submitters drew the committee’s attention to the experience in the Netherlands
and Belgium regarding the availability of euthanasia for patients suffering from some
form of mental illness, most typically depression and/or anxiety. In its submission, the
Australian Christian Lobby provided details of several cases in Belgium and the
Netherlands where individuals described as being mentally unwell were provided with
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euthanasia services. One such example involved a woman in Belgium who received
euthanasia for ‘untreatable depression’:

[Godelieve De Troyer] chose to end her life by lethal injection at her own
request in a Brussels hospital in April 2012. Her son, Tom Mortier,
alleges that at least two of the experts who assessed De Troyer did not
agree that her depressive illness was beyond treatment.>°

Mr Richard Egan from Defend Human Life!l, submitted to the committee that:

Euthanasia has been approved for a 24 year old woman, known as
Laura, on the sole grounds of her mental suffering based on suicidal
ideation. Belgium now treats suicidal ideation by facilitating suicide.>®*

The Coalition for the Defence of Human Life provided a very clear definition of what the
slippery slope entails in this context when it asked:

[ilf we are going to offer to help someone die because they have an
incurable physical disease, why not a psychiatric condition which causes
them ‘unbearable’ suffering? After all, people experiencing these
conditions can endure even greater and more prolonged suffering than

is caused by many physical illnesses.>®?

Voluntary euthanasia is available to patients suffering from mentalillness in Belgium and
the Netherlands. Those patients must still satisfy the eligibility criteria established for
those suffering from other illnesses. It is not correct to characterise this as evidence of a
slippery slope. In both the Netherlands and Belgium, the legal criteria for access to
assisted dying has never been limited to persons suffering from a terminal or life limiting
illness, meaning that access to euthanasia by those with a mental iliness has been an
element of the law in both countries since assisted dying practices were legalised.
Indeed, voluntary euthanasia was available for people with mental illness in the
Netherlands prior to legislative change in 2002.°%3

It is therefore not possible to characterise the Dutch and Belgian experience in relation
to mental illness as a type of slippery slope that will — or even may — eventuate in
Western Australia. That the mentally ill are able to access assisted dying in those
countries is a direct result of a deliberate decision made when the laws were introduced.
It has not come about as a result of a slow expansion of the practice in either country.
Providing assisted dying to the mentally ill would only be possible in Western Australia if

500 Submission No. 591 from Australian Christian Lobby, 23 October 2017, p. 4.

501 Submission No. 5 from Defend Human Life!l, 14 September 2017, p. 8.

502 Submission No. 428 from Coalition for the Defence of Human Life, 22 October 2017, p. 6.

503 Kim SYH, et al, 'Euthanasia and Assisted Suicide of Patients with Psychiatric Disorders in the
Netherlands 2011 — 2014', JAMA Psychiatry, vol. 74, no. 4, April 2016, p. 363.
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the parliament decides to adopt a broad category of eligibility, as is the case in the
Netherlands and Belgium.

Finding 37

Itisincorrect to describe the availability of euthanasia for mentally unwell persons in the
Netherlands and Belgium as eventuating as a type of slippery slope through which an
initially conservative approach to euthanasia was eroded over time. Since the practice
was legislated for in both countries, eligibility for assisted dying has included persons
suffering from mental illness.

Expansion to include minors

In its submission, The University of Notre Dame Australia expressed the view that:

Euthanasia laws may be quite narrow when introduced, but are often
later broadened, causing an increase in the number of deaths by
euthanasia.>®*

The submission goes on to outline the Dutch and Belgian experience of allowing for
euthanasia for children:

In 2014 Belgium became the first country in the world to abolish age
restrictions on active euthanasia, altering its laws to allow children with
capacity of any age to be euthanised. In the Netherlands, children over
12 may be euthanised with their parents’ consent, but parental consent
is not required after they turn 16. Since 2005, the Groningen Protocol in
the Netherlands has legalised the active euthanizing of infants with poor
prognosis. This has attracted strong criticism, including from the
Catholic Church.>%

The Hon Greg Donnelly MLC, a member of the New South Wales parliament, provided a
range of documentation to the committee, including correspondence he had received
from the Rev Dr Steve Bartlett, a Baptist Church official:

in Belgium, what started as an intention to relieve physical suffering in
terminally ill adults has resulted in a situation where euthanasia for sick
children has now been legalised. Once a society passes over the
boundary that says we do not assist people to kill themselves (assisted
suicide), or actually kill them (euthanasia), where logically can it draw

504 Submission No. 610 from University of Notre Dame Australia, 23 October 2017, p. 7.
505 Submission No. 610 from University of Notre Dame Australia, 23 October 2017, p. 7.
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the line in the sand? In truth the line has already been crossed and to
claim otherwise is being disingenuous.>%®

In the case of Belgium, following amendments passed in 2004, there is no minimum age
at which a child may access euthanasia; however, they must be capable of ‘discernment’
—in Australia this would be known as Gillick competence.>® It was ruled in Gillick v West
Norfolk and Wisbech AHA that a child under 16 has the legal competence to consent to
medical examination and treatment if they have sufficient maturity and intelligence to
understand the nature and implications of that treatment.>%8

Since 2002, the law in The Netherlands has allowed for children to access voluntary
euthanasia services in certain circumstances previously outlined in paragraph 5.11. In
2005, paediatric specialists at the University Medical Centre Groningen devised what has
come to be known as the Groningen Protocol. The protocol identified the circumstances
in which younger children, particularly infants, would be given access to voluntary
euthanasia services.

These infants would only be eligible if they were found to have ‘a hopeless prognosis’
and, in the opinion of parents and medical experts, were experiencing ‘unbearable
suffering’.>® After the release of the protocol, the Dutch government, in consultation
with the Dutch Paediatric Society, issued a ruling that led to a prosecutorial guideline
and to the creation of a committee of experts to advise the prosecutor in individual

cases.”10

No changes were made to the Netherlands’ euthanasia laws in order to accommodate
the practices identified in the protocol. The elements that made the protocol legal have
been contained in the laws since 2002, and reflected practice in the Netherlands that
had been well-established prior to the enactment of the legislation.'! The Groningen
Protocol is therefore not an example of the slippery slope.

The committee acknowledges that the changes made to the Belgian law in 2014
represent an expansion in the scope of what was to have been acceptable when the
legislation was initially introduced in 2002.

However, the committee does not accept that the expansion of the laws in Belgium
points to the inevitability of the outcomes contended in the slippery slope argument.

506 Submission No. 681 from Mr Greg Donnelly MLC, 23 October 2017, p. 129.

507 Bhatia, et al, 'How should Australia respond to media-publicised developments on euthanasia in
Belgium?', Journal of Law and Medicine, vol. 23, no. 4, 2016, pp. 835—-848

508 Richard Griffith, 'What is Gillick competence?', Human Vaccines & Immunotherapeutics, vol. 12,
no. 1, January 2016, p. 244.

509 Verhagen, E. and Sauer, P.).J., 'The Groningen Protocol — Euthanasia in Severely Ill Newborns',
New England Journal of Medicine, vol. 352, no. 10, March 2005, pp. 959-960.

510 The Royal Society of Canada, End of life Decision Making, November 2011, p. 89.

511 The Royal Society of Canada, End of life Decision Making, November 2011, p. 89.
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The change occurred as a result of deliberate and considered legislative reform.
Furthermore, opponents of assisted dying look to Belgium to support their argument
while ignoring the equally valid experience of Oregon, which has seen no change to its
laws and which remain just as restrictive as they were upon introduction in 1997.

Finding 38

Although Belgium expanded its law to make euthanasia available to legally competent
minors in 2014, this should not be seen as supporting the slippery slope argument that
further expansion of the assisted dying laws is somehow an inevitability. The experience
in Oregon, where the law has undergone no change or expansion since its introduction
in 1997, demonstrates the invalidity of any attempt to apply a universal slippery slope
argument.

The safeguards will not work

Several submitters drew to the committee’s attention an article in the Canadian Medical
Association Journal by Kenneth Chambaere and others that examined the prevalence of
euthanasia without consent in the Flanders region of Belgium. The University of Notre
Dame Australia, for example, cited the article in the context of consent and euthanasia:

A further issue which has arisen in jurisdictions which have legalized
euthanasia is that of consent. A report published in the Canadian
Medical Association Journal alleged that one third of euthanasia cases
in Flanders, Belgium are without explicit consent. In a five month period,
out of 208 reported Flemish deaths involving ‘life-ending drugs,” 142
were euthanised with ‘an explicit patient request,” and 66 ‘were without
an explicit request.” The authors note that the majority of the cases
where consent was not provided were in ‘vulnerable’ patient groups.>?

The LJ Goody Bioethics Centre cited the article in support of a claim that Belgium had
experienced a shift toward non-consensual euthanasia:

This shift to non-voluntary VAD has been quantified: of 208 VAD deaths
in Flanders, Belgium in 2007, including many adults, 66 were carried out
without an explicit request from the patient.”'3

Peter McCullagh, a former member of the Australian Health Ethics Committee,
submitted that:

Another frequent assertion, namely that decriminalisation would reduce
the frequency of non-consensual euthanasia was nvalidated [sic] by the

512 Submission No. 610 from University of Notre Dame Australia, 23 October 2017, p. 8.
513 Submission No. 53 from LJ Goody Bioethics Centre, 4 October 2017, p. 8.
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EoLCRG’s research. In a 2010 group survey published in the Canadian
Medical Association Journal, Chambaere reported that euthanasia was
undertaken in the absence of a request in 66 out of a series of 208
cases.”*

These arguments rely upon the contention that the legalisation of consensual assisted
dying will lead to an increase in non-consensual assisted dying. The Belgian experience
is cited repeatedly in these arguments, but it is not clear how the legalisation of voluntary
assisted dying will make more common a practice that always was and shall remain
illegal.

Moreover, the article cited in these arguments does not support the conclusions that the
proponents are attempting to make. Chambaere and his co-authors make clear that the
rates of non-voluntary euthanasia in Belgium were high prior to legalisation in 2002.
Indeed, according to one study in 2003, those rates were amongst the highest in the
world.>

Most critically, once voluntary euthanasia was legalised, the rate of non-voluntary
euthanasia fell. In other words, the introduction of a legal framework for regulating end
of life decision making reduced the level of unlawful activity — euthanasia without
consent became much less common:

We found that the use of life-ending drugs without a patient’s explicit
request occurred more often in Flanders, Belgium, than in other
countries, including the Netherlands, where euthanasia is also legal.
Flemish physicians have been shown to be more open to this practice
than physicians elsewhere, which suggests a larger degree of
paternalistic attitudes. This being said, its occurrence has not risen
since the legalization of euthanasia in Belgium. On the contrary, the
rate dropped from 3.2% in 1998 to 1.8% in 2007.°°

Finding 39

The published evidence does not support claims that legalisation of assisted dying results
in an inevitable move toward the erosion of safeguards and an increase of non-voluntary
euthanasia. Indeed, the evidence supports the opposite conclusion —introducing a legal
framework for assisted dying reduces the incidence of unlawful activity, including non-
voluntary euthanasia.

514 Submission No. 480 from Mr Peter McCullagh, 21 October 2017, p. 7.

515 Van der Heide, et al, End of life decision-making in six European countries: descriptive study', The
Lancet, vol. 362, no. 9381, August 2003, p. 348

516 Chambaere, et al, ‘Physician-assisted deaths under the euthanasia law in Belgium: a population-
based survey’, Canadian Medical Association Journal, vol. 182, no. 9, June 2010, p. 900 [emphasis
added].
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Abuse of the vulnerable

Concerns about the impact of legalised voluntary assisted dying upon vulnerable
population groups are another argument raised in submissions. These concerns are
based on the reality that, as people age, or as a terminal illness progresses, people
become increasingly dependent on those around them to provide the necessaries of life.
Dependency, in this context, may create vulnerability.

A range of different scenarios as to what constitutes vulnerability were offered to the
committee. Broadly speaking, the scenarios tended to fall into the following categories:

e personal or institutional relationships that may lead to coercion or undue influence;
e age or disability, including cognitive disability; and
e inadequate access to resources.’’

The Australian Christian Lobby provided an example of potential personal coercion in its
submission:

The old person who could choose death is now a burden for others
through their own selfish choice to stay alive. Such a choice may well be
resented by those required to care for them or pay for their care.
Circumstances are not difficult to envisage in which such old people
come to regard killing themselves as ‘the right thing to do’.>'®

The Australian Family Association expressed concern about a ‘duty to die’:

Australia’s ageing population has seen an increase in elder abuse.
Allowing voluntary euthanasia and assisted suicide opens the door for
disabled, sick and elderly people to see themselves as a financial and
emotional burden. The ‘right to die’ could become a ‘duty to die’. No
safeguards can protect against this.>°

Approximately 70 pro forma submissions were received from individuals who expressed
their concerns in the following way:

Euthanasia and assisted suicide is a dangerous option for vulnerable
people. Many elderly, disabled and chronically ill people already feel
they are a ‘burden’ on their family and marginalised by society. Rather

517 Lindy Willmott & Ben White, 'Assisted dying in Australia: A values-based model for reform’, in lan
Freckelton & Kerry Petersen (eds.), Tensions and traumas in health law, Federation Press,
Sydney, 2017, p. 491.

518 Submission No. 591 from the Australian Christian Lobby, 23 October 2017, pp. 10-11.

519 Submission No. 489 from the Australian Family Association (WA Division), 21 October 2017, p. 2.
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than affirming the value of every person to our society, even presenting
the legal option of physician assisted death for frail and dependent
people further embeds the idea that they are ‘better off dead’ and their
lives not worth living.>*°

What the evidence says

Numerous studies have been carried out using data available in jurisdictions where
assisted dying or voluntary euthanasia is legal, and those studies consistently find that
vulnerable groups are not more likely than others to access assisted dying or euthanasia.
Indeed, the judgment in Carter v Canada, one of the critical legal challenges that
ultimately lead to the legalisation of assisted dying in Canada, found that:

[...] the expert opinion evidence from persons who have done research
into the question is that, with respect to [the Netherlands, Belgium and
Oregon], the predicted abuse and disproportionate impact on
vulnerable populations has not materialized.>?!

According to the joint submission from People with Disabilities WA and the Australian
Federation of Disability Organisations:

There is no evidence to suggest, from either Oregon or the Netherlands
data, that people with disabilities are at heightened risk of assisted
dying. Vulnerable groups generally including women, ethnic minorities,
people from lower socio-economic circumstances, children, people with
a psychiatric disability or dementia were not found to be at any
heightened risk of assisted dying. People with psychiatric disability
(mainly depression) constituted 20% of referrals to the Netherlands
assisted dying process, but none progressed. Likewise, in Oregon, none
of the 292 people who have accessed assisted dying did so due to mental
illness.>

In Oregon, a report published in 2017 that examined 18 years of publicly available data
found that, of the 991 individuals who had died following administration of medication:

e 51.4 percent were men;

e 96.6 per cent were white;

520 This was a pro forma submission received from multiple submitters. See, for example:
Submission No. 125 from Ms Christina Pleiter, 10 October 2017.

521 Carter v. Canada (Attorney General), 2015 SCC 5, [2015] 1 S.C.R. 331 at [684].

522 Submission No. 679 from People with Disabilities WA and the Australian Federation of Disability
Organisations, 15 November 2017, p. 11.
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e 98.6 per cent had health insurance; and
e 71.9 per cent had some tertiary education.’?

These findings are consistent with earlier published research. In 2016, a review of
attitudes and practices of voluntary euthanasia and assisted dying in the United States,
Canada and Europe concluded that those likely to access assistance to die are ‘older,
white and well-educated.’>?* An earlier study from 2007 examined the experience in the
Netherlands over a 15-year period and the experience in Oregon over a nine-year period.
The study concluded that those who received assistance to die ‘appeared to enjoy
comparative social, economic, educational, professional and other privileges’.>2°

Impact on suicide prevention

The committee received approximately 70 submissions from individuals and
organisations opposed to legislative change raising concerns about the impact of assisted
dying upon broader suicide prevention measures in the community:

Legalising assisted suicide and euthanasia sends a confusing message
about suicide prevention. As a society, we are actively committing
ourselves to reducing the tragedy of suicide — except, it seems, for those
who are old and unwell. This is an inexcusable double standard.>?®

There is no doubt that this is a difficult area, and one that proponents of assisted dying
must take seriously. Effectively, these submitters are asking the committee to consider
the importance of sending a consistent message about the importance of preventing all
premature deaths, including those who are suffering at the end of their lives.

Distinguishing between suicide and assisted dying

It is important not to conflate suicide with assisted dying. It is possible to distinguish
temporary suicidal ideation from an enduring, considered and rational decision to end
one’s life in the face of unbearable suffering. This distinction has not been disputed by
evidence provided to the committee by experts in the field of psychiatry.

523 Blanke et al, 'Characterizing 18 years of the Death with Dignity Act in Oregon', JAMA Oncology,
vol. 3, no. 10, 2017, p. 1403; Lindy Willmott & Ben White, 'Assisted dying in Australia: A values-
based model for reform’, in lan Freckelton & Kerry Petersen (eds.), Tensions and traumas in
health law, Federation Press, Sydney, 2017, pp. 491.

524 Emanuel et al, 'Attitudes and Practices of Euthanasia and Physician-Assisted Suicide in the United
States, Canada and Europe', JAMA, vol. 316, no. 1, 2016, p. 79.

525 Battin et al, 'Legal Physician-Assisted Dying in Oregon and the Netherlands: Evidence Concerning
the Impact on Patients and Vulnerable Groups', Journal of Medical Ethics, vol. 33, no. 10, 2007,
p. 591.

526 This was a pro forma submission received from multiple submitters. See, for example:
Submission No. 479 from Ms Rebecca Sampang, 21 October 2017.
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The Western Australian Branch of the Royal Australian and New Zealand College of
Psychiatrists (RANZCP), indicated that while an assisted death ‘[..] may be an
understandable choice in the context of unbearable suffering, suicide is a tragic outcome
for individuals who suffer from mental illness’.>?” The WA Branch Chair of the RANZCP,
Dr Elizabeth Moore, made the distinction even clearer in her evidence before the
committee:

Suicide itself is a really complex area. It has been shown in a number of
studies that the actual act of suicide— somebody may think about
ending their life as suicide—can be quite spontaneous. This gives us a
lot of decision points in order to try to alter that person’s perspective.
This is a different scenario. When a person is not expected to live for a
certain amount of time, that they have unbearable pain or suffering, |
think this is a very different scenario from actually saying that the
person wants to suicide in the parlance that we are now talking about
suicide prevention.>?8

Furthermore, on the question as to whether assisted dying would undermine suicide
prevention efforts, Dr Moore stated:

No; | do not, not if it is very carefully communicated. | think the
communications and the discussions around death and dying—I notice
WA Health has now put out an “End of life Framework”, which | have
read and | actually think is very good—is changing the culture around
talking about death and dying, which really is our last frontier. Death is
a part of life. If we as doctors have an ethical responsibility to try to
assist people to have a good and dignified death, then we need to have
more conversations around death and dying, especially in the cultural
aspects of it.>?°

Western Australia’s Chief Psychiatrist, Dr Nathan Gibson, was more conditional in his
answer, but also agreed that it was possible to distinguish between temporary suicidal
ideation and a desire to end suffering in the late stages of a terminal illness:

[...] | think the answer to the question is yes, but sometimes it can take
time. | have seen individuals who have, for a range of reasons,
maintained an intent to suicide, in the absence of mental illness, as
opposed to individuals who, when their mental illness is treated, lose

527 Submission No. 391 from Royal Australian and New Zealand College of Psychiatrists (WA Branch),
18 October 2017, p. 5.

528 Dr Elizabeth Moore, WA Branch Chair, Royal Australian and New Zealand College of Psychiatrists,
Transcript of Evidence, 28 February 2018, p. 6.

529 Dr Elizabeth Moore, WA Branch Chair, Royal Australian and New Zealand College of Psychiatrists,
Transcript of Evidence, 28 February 2018, p. 6.
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that intent to suicide. The issue there is that for those individuals that |
have worked with over the years, they have often still had significant
psychological distress due to issues in their lives and their childhood, so
although there may not be a diagnosable mental iliness per se, there are
often still unresolved issues for those folk. | think there is still a
requirement to make sure that we seek to provide proper psychological
support and care for those individuals. But | believe there are individuals
who, despite that, will still maintain a fixed view. It is not common—it is
pretty rare, | think—but they are out there.>°

Finding 40

It is possible to distinguish temporary suicidal ideation from an enduring, considered and
rational decision to end one’s life in the face of unbearable suffering. Given this
distinction, there is no inconsistency in ongoing suicide prevention campaigns and a
decision to legislate for the introduction of a targeted assisted dying framework.

Suggestions of suicide contagion are not supported in the evidence

Many submitters suggested that jurisdictions which had legislated for assisted dying had
seen an increase in overall suicide rates. The submissions referenced a paper by Jones
and Paton published in the Southern Medical Journal and opined that:

[...] data from the US shows that the legalisation of assisted suicide is
actually linked to an increase in the overall suicide rate, and a massive
14.5% rise of suicides among over 65s. (D Jones and D Paton (2015),
How does legalization of physician assisted suicide affect rates of
suicide? Southern Medical Journal, 180 (10), pp. 599-604).>3!

Jones and Paton sought to ‘test the change in rates of non-assisted suicides and total
suicides (including assisted suicide) before and after the legalization of PAS [Physician
Assisted Suicide].”>3? The authors relied upon US Centers for Disease Control and
Prevention data on suicides between 1990 and 2013 and compared the change in suicide
rates pre and post assisted death legalisation in Oregon, Washington, Vermont and
Montana. They used regression analysis to determine the association between non-
assisted suicides and legalisation of PAS, while accounting for some factors known to
influence suicide rates, including:

530 Dr Nathan Gibson, Chief Psychiatrist, WA Health, Transcript of Evidence, 14 December 2017,
p. 17.

531 This was a pro forma submission received from multiple submitters. See, for example:
Submission No. 263 from Ms Stephanie Mitchell, 15 October 2017.

532 Jones, D.A., & Paton, D., ' How does legalization of physician-assisted suicide affect rates of
suicide?', Southern Medical Journal, vol. 108, no. 10, October 2015, p. 601.
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the proportion of the population that is black, the proportion that is
Hispanic, the proportion of the population that adheres to a recognized
religion, the unemployment rate, the annual per capita disposable
income, whether marijuana was legal for medical reasons, whether
marijuana was decriminalized for recreational purposes, and whether a

0.08 blood alcohol content law was in place.>33

There is some dispute in the academic literature about the accuracy of Jones and Paton’s
findings, including describing the findings as the result of a ‘faulty analysis’.>3* A detailed
review of their work in the Journal of Ethics in Mental Health made the following
conclusion:

Jones and Paton include the following statement[:] “the association
[between the legalization of PAS and non-assisted suicide] is found to
be positive and significantly so when we do not include state-specific
trends” (2015, p. 602). It is reasonably foreseeable that non-statisticians
would take this statement to mean that the paper’s statistical analysis
showed that legalization of PAS leads to an increase in nonassisted
suicide and, when state-specific trends are not included, to a large
increase. A clearer statement, such as “when state-specific time trends
are taken into account, there is no statistically significant association
between legalization of PAS and non-assisted suicide,” would likely have
increased the accuracy of media and others reporting on this finding.>3>

Moreover, the data in European jurisdictions with assisted dying frameworks indicates
that suicide rates either remained the same or fell. A 2014 Swiss government report
shows that the suicide rate per 100,000 individuals has decreased steadily since 1942536

Finding 41
The evidence supporting claims that suicide rates have increased in United States

jurisdictions following the legalisation of voluntary assisted dying is disputed in academic
literature.

533 Jones, D.A., & Paton, D., ' How does legalization of physician-assisted suicide affect rates of
suicide?', Southern Medical Journal, vol. 108, no. 10, October 2015, p. 601.

534 Dembo et al, ' “For Their Own Good”: A Response to Popular Arguments Against Permitting
Medical Assistance in Dying (MAID) where Mental lliness Is the Sole Underlying Condition', The
Canadian Journal of Psychiatry, vol. 63, no. 7, April 2018, p. 453.

535 Lowe, M. & Downie, J., ' Does Legalization of Medical Assistance in Dying Affect Rates of Non-
assisted Suicide?', Journal of Ethics in Mental Health, vol. 10, 2017, p. 5.

536 Dembo et al, ' “For Their Own Good”: A Response to Popular Arguments Against Permitting
Medical Assistance in Dying (MAID) where Mental lliness Is the Sole Underlying Condition', The
Canadian Journal of Psychiatry, vol. 63, no. 7, April 2018, p. 453.
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Legislative frameworks determine how assisted dying is
implemented

As this chapter has outlined, there are several different models for the provision of
assisted dying currently in operation around the world. The models have many
similarities and just as many differences. Each has lessons for Australia, but the starting
point for discussion about the international experience of assisted dying is to
acknowledge that the legislation in each jurisdiction sets the boundaries for accepted
practice. In other words, assisted dying for those under 18 years of age, or for people
who are not suffering from a terminal or other life limiting illness, is permissible in
European jurisdictions under the law in specific circumstances. It is not permissible in
North American jurisdictions because there are no provisions in the law allowing it to
occur.

Where these practices do occur, as in Europe, they are not the result of a slippery slope
away from the original intention of the law but the implementation of the laws as
written.

This is not to say that the warnings raised by numerous submitters should not be taken
seriously. Indeed, these submissions highlight the importance of framing the legislation
in order to establish boundaries around assisted dying that are considered acceptable,
ensure protection for vulnerable people, and reflect society’s expectations.

Finding 42

Having weighed the evidence, the committee concurs with findings by similar
parliamentary inquiries in Victoria and Canada that risks can be guarded against and
vulnerable people can be protected.
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Chapter 6

Legislation in other Australian jurisdictions

End of life laws have long been debated in Australia

Searching through the 128 years of publicly available Hansard records for the Western
Australian parliament, the word “euthanasia” appears infrequently until the 1980s.
Indeed, more than three-quarters of the recorded instances appear after 1995 —the year
that the Northern Territory introduced its assisted dying legislation. If parliaments are
truly the “mirror of the people”, then it can hardly be surprising that parliamentary
debates reflect the growing interest in providing expanded end of life choices to the
community.

The Legislative Council Hansard for 1 April 1981 contains the earliest evidence in the
Hansard record of a community campaign to change Western Australia’s end of life laws.
The Hon. WM Piesse, a National Country Party member, explained that she had received
correspondence from the Western Australian Voluntary Euthanasia Society (WAVES):

The plea of the society, with some justification as they see it, is that
people should be allowed to exit from this world without the stigma at
law of having committed suicide, or they should be helped out by
somebody, and it should not be called -murder” or "manslaughter".>3’

Mrs Piesse was not sympathetic to the Society’s arguments:

The society is asking for the appropriate legislation to be changed so
that voluntary euthanasia will not be a crime. That is a very dangerous
step to take, but this attitude is gaining momentum throughout our
society today.>3®

Her observation that legislating for voluntary euthanasia was gaining increasing support
— even in the early 1980s — was prescient. The issue has not gone away and WAVES is
still actively campaigning, albeit under a new name: Dying With Dignity Western

Australia.>3°

The Australian Voluntary Euthanasia Society was also the subject of debate in the New
South Wales Parliament in 1978. The parliament was considering decriminalising the act

537 Hon WM Piesse MLC, Member for Lower Central, Western Australia, Legislative Council,
Parliamentary Debates (Hansard), 1 April 1981, p. 375.

538 Hon WM Piesse MLC, Member for Lower Central, Western Australia, Legislative Council,
Parliamentary Debates (Hansard), 1 April 1981, p. 375.

539 Submission No. 565 from Dying with Dignity Western Australia, 23 October 2017, p. 1.
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of attempted suicide and some members were concerned that decriminalisation might
lead to further legal changes, including legislating for assisted dying.>*°

These 40-year-old debates in the Western Australian and New South Wales parliaments
demonstrate that questions about how we die, and the extent to which suffering should
remain an experience for many as end of life approaches, have been features of
Australia’s political landscape for many decades.

This chapter examines developments in Australian jurisdictions and outlines some
important features of several of the most recently debated bills.

The Australian experience — failed attempts at reform

Between June 1993 and April 2016, 51 bills dealing with the legalisation of voluntary
euthanasia or physician-assisted suicide were introduced into the various Australian
parliaments at Federal, State or Territory level.>* Since then three additional bills have
been introduced in Australian parliaments:

e New South Wales: Voluntary Assisted Dying Bill 2017
e Tasmania: Voluntary Assisted Dying Bill 2016
e Victoria: Voluntary Assisted Dying Bill 2017

Only the Victorian legislation has been successfully enacted. The Tasmanian bill was
defeated at the second reading stage, and in New South Wales, the second reading of
the bill was defeated in the Legislative Council.

The Northern Territory

Legislative Background

The Northern Territory became the first jurisdiction in the world to legislate for assisted
dying in 1995 with the passage of the Rights of the Terminally Ill Act (ROTTIA). The then
Chief Minister of the Northern Territory, Marshall Perron, introduced the Rights of the
Terminally Il bill in the Northern Territory Legislative Assembly in February 1995. In his
second reading speech, he explained that:

Through the laws in place today, society has made an assessment for all
of us that our quality of life, no matter how wretched, miserable or
painful, is never so bad that any of us will be allowed to put an end to it.

540 Mr James Cameron, Member for Northcott, New South Wales, Legislative Assembly,
Parliamentary Debates (Hansard), 30 November 1978, p. 1193.

541 Willmott et al, '(Failed) voluntary euthanasia law reform in Australia: two decades of trends,
models and politics', UNSW Law Journal, vol. 39, no. 1, April 2016, p. 4.
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I am not prepared to allow society to make that decision for me or for
those I love.>*

Debate on the second reading of the Bill was adjourned and the parliament established
the Select Committee on Euthanasia to examine in further detail the provisions of the
proposed law. The committee reported in May 1995 but did not make any
recommendations about whether assisted dying should be legalised; instead, the report
recommended amendments to the original bill.>*3

The bill was passed by the Legislative Assembly on 25 May 1995 on a vote of 15 in favour
and 10 against. The law was eventually overturned following the Commonwealth
Parliament’s intervention in 1997.

The Territory’s model

The ROTTIA allowed for a person with a terminal illness experiencing pain, suffering
and/or distress to an extent unacceptable to that person to request medical assistance
to end their life. There was no requirement for the person requesting assistance to be a
resident of the Northern Territory. The person requesting medical assistance was
however required to meet a number of preconditions, including:

e The patient must be at least 18 years old.

e Two medical practitioners, one of whom is the medical practitioner who received
the request, are satisfied that the patient is competent and that the patient’s
decision has been made freely, voluntarily and after due consideration.

o A qualified psychiatrist must also certify that the patient is competent to make the
decision.

e The patient, upon being informed of the nature of the iliness, the likely course of the
illness and the medical treatment that may be available must indicate that the
treatment was not acceptable and that the patient has decided to end their life.

e A second medical practitioner, who held prescribed qualifications or experience in
the treatment of the terminal illness from which the patient is suffering, was
required to have reviewed the case and to have discussed it with the patient.

There was also a seven-day period between when the patient first indicated to their
medical practitioner their wish to end their life and the actual signing of the certificate

542 Hon Marshall Perron MLA, Chief Minister, Northern Territory, Legislative Assembly,
Parliamentary Debates (Hansard), 22 February 1995, p. 2496.

543 Select Committee on Euthanasia, Parliament of the Northern Territory, The Right of the
Individual or the Common Good? Report of the Inquiry by the Select Committee on Euthanasia.
Available at: https://parliament.nt.gov.au/ data/assets/pdf file/0007/367963/voll.pdf
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of request. The death could take place no sooner than 48 hours after the signing of the
certificate. The patient could rescind the request at any time and in any form.

The legislation allowed for both self-administration and physician assisted
administration of a lethal medication.

The legislation also protected the right of a medical practitioner to refuse to assist a
person for any reason. Medical practitioners who chose to provide the assistance were
required to retain appropriate records of the patient’s request and any other clinical
notes.>*

The Act included a prohibition on cremating the body of the deceased.

During the time that the legislation was in operation, four people were assisted to end
their lives.”*

Doctor may refuse to provide assistance

Section 5 of the ROTTIA provided that a medical practitioner did not have to provide
assistance to a patient for any reason and at any time:

A medical practitioner who receives a request referred to in section
4, if satisfied that the conditions of section 7 have been met, but subject
to section 8, may assist the patient to terminate the patient’s life in
accordance with this Act or, for any reason and at any time, refuse to
give that assistance.

Evidence regarding the Northern Territory’s legislation

At the time that the Northern Territory legislation became law, it was the first of its type
anywhere in the world — Oregon’s law had not yet come into force, as it was subject to
lengthy legal challenges, and the Netherlands would only enact its legislative framework
for assisted dying in 2002. As a prototype, it did not have the benefit of drawing upon
the experiences in other jurisdictions, nonetheless it can serve as the basis for learning
for other places, including in Western Australia.

To that end, the committee asked two key people associated with the creation and
subsequent operation of the law — Marshall Perron and Dr Philip Nitschke — what they
would do differently. Mr Perron identified three key changes:

e remove the compulsory requirement for psychiatric examination and make it
optional only if either doctor considered it necessary;

544 A copy of the Rights of the Terminally Ill Act 1996 is available at:
https://legislation.nt.gov.au/api/sitecore/Act/Word History?id=16253
545 Dr Philip Nitschke, Director, Exit International, Transcript of Evidence, 13 April 2018, p. 2.
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e require that the person seeking assistance is a resident of the Northern Territory;
and

e remove the prohibition on cremating the body of the deceased.>*®

622  Mr Perron reiterated that he would not change the absence of a defined term for the life
expectancy of the patient:

That means that a person may well receive eligibility status months or
years before they would ever need it, but they could get on with their
lives knowing that the backstop was there that they sought so
desperately. That is part of why | see not having any term, and terms
are problematic, as you will have heard—six months, 12 months, or
whatever. There is no need for a term. | stand by the definition of
“terminal illness” in the Northern Territory legislation. | think it is a good
one.>¥

623  Dr Nitschke had similar views as to the application of a time limit on life expectancy,
expressing the view that it ‘may be wise to omit the time line completely.”>*® Dr Nitschke
also raised concerns that the Northern Territory’s legislation made it too hard for
terminally ill patients to access the assisted dying service:

[...] what we got in that piece of legislation, that Rights of the Terminally
Il Act, was a piece of legislation that made very sick people jump
through hoops. When the law passed, | found myself dragging very sick
people—in the first case, Bob Dent—from doctor to doctor to get the
signatures necessary to demonstrate eligibility to die. The irony of that
was not missed on people like Bob Dent who was so sick, yet he said, “I
have to qualify to be eligible to die.” | felt cruel having to drag him
around to make him satisfy those onerous restrictions of that law. | saw
the need for safeguards, but they were particularly difficult ones to
comply with.>*

624  Both Mr Perron and Dr Nitschke highlighted the resistance from the medical community
in the Northern Territory at the time. According to Dr Nitschke, the legislation was
popular with the “average Territorian” but the Australian Medical Association (AMA) was
‘very hostile’:

the AMA in particular fought hard to have that law overturned and
when it was overturned, it was not just the church; it was not just John

546 Mr Marshall Perron, Transcript of Evidence, 13 April 2018, p. 2.

547 Mr Marshall Perron, Transcript of Evidence, 13 April 2018, p. 2.

548 Dr Philip Nitschke, Director, Exit International, Transcript of Evidence, 13 April 2018, p. 14.
549 Dr Philip Nitschke, Director, Exit International, Transcript of Evidence, 13 April 2018, p. 2.
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Howard and politicians in Canberra like Kevin Andrews who saw the end
of that law, it was actually the work behind the scenes of the medical
profession to try to undermine the legislation.>>°

Victoria
Legislative background

Unlike most other Australian jurisdictions, there had been only one earlier attempt at
legislating for the introduction of voluntary assisted dying in Victoria prior to the
successful enactment of the law in 2017. That earlier bill was introduced into the
Legislative Council in 2008 by the Australian Greens with support from a Liberal member,
Mr Ken Smith. It was defeated at the second reading stage with 25 against and 13 in
favour.

Both major parties opposed reforms allowing for assisted dying at the Victorian election
in 2014. Clearly, however, the debate continued to evolve — both in the broader public
and within political circles — and key people, including Victoria’s Minister for Health Jill
Hennessy, came forward in support of law reform. In May 2015, a parliamentary inquiry
was tasked with the responsibility of examining Victoria’s laws. The inquiry reported in
June 2016 and recommended the legalisation of voluntary assisted dying.

In response, the Victorian government appointed a panel of experts to examine the
committee’s recommendations and develop a legislative framework that would allow for
safe and compassionate assisted dying. The panel of experts released its report
containing 66 recommendations in July 2017.

Ms Hennessy introduced the Voluntary Assisted Dying Bill in Victoria’s Legislative
Assembly in September 2017. The bill passed the Legislative Council in November of the
same year and will come into force in June 2019.

Eligibility and the operation of the law

The Voluntary Assisted Dying Act 2017 provides that Voluntary Assisted Dying (VAD) will
be legal in Victoria from 19 June 2019. In order to access VAD, a person must meet a
number of eligibility criteria, including that the person must:

e beaged 18 or over;

e be an Australian citizen or permanent resident, ordinarily resident in Victoria, and,
at the time of making a first request for VAD, have been resident in Victoria for at
least 12 months;

550 Dr Philip Nitschke, Director, Exit International, Transcript of Evidence, 13 April 2018, p. 10.
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e have decision-making capacity; and

e be diagnosed with a disease, illness or medical condition that is:
O incurable;
0 advanced, progressive and will cause death;
0 is expected to cause death within six months; and

0 is causing suffering to the person that cannot be relieved in a manner that the
person finds tolerable.

There is an exception for a person suffering from a neurodegenerative condition, where
instead the condition must be expected to cause death within 12 months. Mental iliness
or disability alone are not grounds for access to voluntary assisted dying, but people who
meet all other criteria, and who have a disability or mental illness, will not be denied
access to voluntary assisted dying.

Discussions about accessing voluntary assisted dying may be initiated only by the person
seeking access to the service. If a person wants to request access to voluntary assisted
dying, they will need to be assessed by a suitably qualified doctor who will determine if
the person is eligible. This initial doctor is referred to as the coordinating medical
practitioner. If the person is eligible, the process is repeated with a second doctor (the
consulting medical practitioner) who will need to conduct another assessment. The
doctors have a duty to make sure the person is making a fully informed decision and is
aware of the available palliative care options.

If the person wishes to proceed, they must make a written declaration that is witnessed
by two independent individuals, confirming that they are making an informed, voluntary
and enduring decision to access voluntary assisted dying. On receiving a final request,
the doctor will apply for a permit from the Department of Health and Human Services to
prescribe a substance that the person may use to end their life at a time of their choosing.
The person must administer the substance themselves, unless they are physically unable
to do so, in which case their doctor may assist.>>!

Section 67 of the Voluntary Assisted Dying Act 2017 requires that, following a patient’s
death, the medical practitioner who was responsible for the person's medical care, or
who examines the body of the deceased person, must notify the Registrar of Births,
Deaths and Marriages if they are aware the person was the subject of a voluntary
assisted dying permit. They must also stipulate that:

551 https://www?2.health.vic.gov.au/hospitals-and-health-services/patient-care/end of life-
care/voluntary-assisted-dying/vad-overview
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e the person has been prescribed the voluntary assisted dying substance;

e if the person has self-administered or been administered the voluntary assisted
dying substance; and

e the disease, illness or medical condition that was the grounds for the person to
access voluntary assisted dying.

This information is provided to the Voluntary Assisted Dying Review Board.

Any unused prescribed substance that has not been self-administered by the person
must be returned to the dispensing pharmacist within one month of the notification of
the person's death. The pharmacist will report the return of the substance to the
Voluntary Assisted Dying Review Board.

Doctor may refuse to provide assistance

Section 7 of the Voluntary Assisted Dying Act 2017 provides that a health practitioner
may, on the grounds of conscientious objection, refuse to:

e provide information about voluntary assisted dying;

e participate in the request and assessment process;

e apply for a voluntary assisted dying permit;

e supply, prescribe or administer a voluntary assisted dying substance;

e be present at the time of administration of a voluntary assisted dying substance;

dispense a prescription for a voluntary assisted dying substance.

Appeal mechanisms

Part 6 of the Voluntary Assisted Dying Act 2017 allows for an “eligible applicant” to
appeal to the Victorian Civil and Administrative Tribunal (VCAT) in relation to decisions
made by either the coordinating or consulting medical practitioner regarding:

e the residential status of the patient; and
e the decision making capacity of the patient.>>?

Simply being a member of the patient’s family does not make a person an eligible
applicant for the purposes of appealing decisions made by either the coordinating or
consulting medical practitioner.

552 Part 6 Voluntary Assisted Dying Act 2017 (Vic).
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Voluntary Assisted Dying Review Board

The Voluntary Assisted Dying Review Board is responsible for monitoring and reporting
on assisted dying under the legislation. Section 93 of the Voluntary Assisted Dying Act
2017 outlines the powers and functions of the Board, which include:

e providing reports to each House of the Parliament on the operation of the Act and
any recommendations for the improvement of voluntary assisted dying;

e promoting compliance with the requirements of the Act by the provision of
information in respect of voluntary assisted dying to registered health practitioners
and members of the community;

e referring any issue identified by the Board in relation to voluntary assisted dying that
is relevant to the following persons or bodies—

e the Chief Commissioner of Police;

the Registrar;

the Secretary of the Department of Health and Human Services;

the State Coroner; and
e the Australian Health Practitioner Regulation Agency.

Evidence regarding Victoria’s legislation

Unlike in the Northern Territory, when the Victorian parliament legislated for Voluntary
Assisted Dying, it had the benefit of drawing upon the experiences of several jurisdictions
that had already legalised the practice. Several individuals and organisations giving
evidence to the committee drew attention to certain aspects of the Victorian model that
they viewed as shortcomings.

Dr Rodney Syme, a medical practitioner and the Vice President of Dying with Dignity
Victoria, raised concerns about the timelines for access to VAD:

The legislation confines assistance to people with a terminal illness with
less than six months to live, with one exception, and that is people with
a neurodegenerative condition. | argued strongly for a wider period of
illness, for the simple reason that neurodegenerative illnesses are very
slowly progressive and the suffering associated with them can last at
least 12 months, unlike cancer, in which the terminal phase is a very
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much shorter period usually and can be reasonably well palliated,
whereas neurodegenerative conditions cannot be well palliated.>>3

Dr Syme also highlighted what he viewed as an important omission relating to persons
suffering from chronic organ failure:

The trajectory of their illness is quite different from those of people with
cancer and very similar to people with a neurodegenerative illness.
People with cardiorespiratory failure can have a terminal illness—the
trajectory may be at least 12 months—interspersed with episodes of
acute failure.>>*

Dr Richard Lugg, a member of Doctors for Assisted Dying Choice, also raised concerns
about what he called a ‘maximum expected duration test’ and he recommended that
death should be reasonably foreseeable.>>> Dying with Dignity Western Australia offered
a similar view as to the timelines and noted that Canada had opted not to include
timelines in its legislation. Instead, the patient’s death must be ‘reasonably
foreseeable’.>%®

Other witnesses were concerned that the Victorian legislation created a model that was
overly bureaucratic.”®” Section 49 of the Voluntary Assisted Dying Act 2017 provides that
the Secretary of the Department of Health and Human Services must determine an
application for a voluntary assisted dying permit. The same section allows the Secretary
to deny an application if the ‘Secretary is not satisfied the request and assessment
process has been completed as required by this Act.”>>® The Secretary is authorised to
delegate this role to another officer of the department.>*?

According to Mr Perron, the requirement to make a final application to a “public servant”
is:

[...] a step which is totally unnecessary, completely out of the blue, and
I guess the public servant in that case just does all the paperwork. He
does not necessarily have any medical qualifications. They review that
all the paperwork has been ticked off correctly. | think it is a complete

553 Dr Rodney Syme, Vice President, Dying with Dignity Victoria, Transcript of Evidence,
13 April 2018, p. 2.

554 Dr Rodney Syme, Vice President, Dying with Dignity Victoria, Transcript of Evidence,
13 April 2018, p. 2.

555 Submission No. 648 from Dr Richard Lugg, 23 October 2017, p. 4.

556 Mr Stephen Walker, Vice President, Dying with Dignity Western Australia, Transcript of Evidence,
13 April 2018, p. 4.

557 Mr Marshall Perron, Transcript of Evidence, 13 April 2018, p. 5; and Dr Alida Lancee, Transcript of
Evidence, 5 April 2018, p. 7

558 Section 49 Voluntary Assisted Dying Act 2017 (Vic).

559 Section 113 Voluntary Assisted Dying Act 2017 (Vic).
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time-consuming step. It will take, if not hours, maybe days, to get such
a permit. We are talking about people who are suffering so badly that
they want to die. Let us not delay it any longer than we have to.>®°

During debate on the clause in the Victorian parliament, assurances were given that the
decision would be made within 24 hours, and that the Secretary’s role would be to check:

that the eligibility criteria have been addressed, verifying the clinical
reports in relation to the prognosis in relation to the time frames by
which they anticipate being at the end of their life and making other
relevant assessments, including double-checking in relation to issues
that would be of concern in relation to whether there was a view that
mental health issues were relevant and whether there may have been
therefore a question mark over capacity or questions over coercion that
they may have had.>®*

New South Wales
Legislative Background

Reflecting the significant public debate generated by the brief operation of the ROTTIA
in the Northern Territory, New South Wales’ first attempt at legislating for voluntary
euthanasia took place in 1997. Since that time, nine attempts have been made to legalise
assisted dying with the most recent occurring in 2017. All of the bills introduced in New
South Wales have been private members bills, although the most recent attempt was
supported by a cross-party group including the Greens, the National Party and the Labor
Party.

As with all previous attempts, the Voluntary Assisted Dying Bill 2017 failed to gain
sufficient support on the floor of the parliament after failing to pass the second reading
stage in the Legislative Council by a single vote.

Eligibility and the operation of the law

Under the New South Wales model, a person would have been able to access voluntary
assisted dying services if they:

e were aged 25 years or over;

e were an Australian citizen or permanent resident ordinarily resident in New South
Wales;

560 Mr Marshall Perron, Transcript of Evidence, 13 April 2018, p. 5.
561 The Honourable Gavin Jennings, Leader of the Government in the Legislative Council, Victoria,
Legislative Council, Parliamentary Debates (Hansard), 21 November 2017, p. 6337.
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e had decision making capacity;

e were suffering from a terminal illness, and as a result, had been experiencing severe
pain, suffering or physical incapacity to an extent that was unacceptable to the
person.

A terminal illness was defined as an illness that will, in reasonable medical judgment,
result in the death of the person within 12 months.

The bill required two doctors to independently assess the person who had requested
assisted dying. The second doctor must be a specialist in the field of medicine relating to
the patient’s terminal illness. Prior to referring to the second assessing doctor, the bill
required the first doctor to offer a referral to a palliative care specialist. The patient did
not need to accept this referral.

Once the two assessing doctors had found the patient met the illness and treatment
criteria, a psychiatrist or psychologist would be required to confirm that the patient had
the capacity to make the request and that the request had been made voluntarily.

Once these preconditions had been satisfied, a “request certificate” would be completed
by the patient and the two assessing doctors. The certificate would have contained
declarations as to the various matters and preconditions that each person was to have
satisfied.

The assisted dying procedure could only take place once 48 hours had elapsed from the
time the request certificate had been signed.

Doctor may refuse to provide assistance

Clause 11 of the New South Wales bill provided that a doctor could refuse, for any reason
and at any time, to provide an assisted death to a person.

Appeal mechanisms

A “close relative” could apply to the Supreme Court for an order that a request certificate
was not valid. The Court’s consideration as to validity was limited to determining
whether the patient:

e was eligible for assisted dying at the time the request was made;
e had decision making capacity at the time the request was made; and

e made the request voluntarily and after due consideration.

194



6.57

6.58

6.59

6.60

Voluntary Assisted Death Review Board

The functions of the New South Wales Voluntary Assisted Death Review Board were to
be broadly similar to those contained in the Victorian legislation; however, the New
South Wales bill differed in one important respect: the Board would review each assisted
death as soon as practicable after it had received the required medical records.

Evidence regarding New South Wales’ legislation

As the New South Wales bill was not enacted into law, it is perhaps not surprising that
fewer witnesses made statements about the proposed law. Nonetheless, a few issues
were highlighted for the committee by Mr Perron:

e The 12-month timeline for those suffering from a terminal illness contained in the
New South Wales bill was preferred to the six-month timeline enacted in Victoria.

e The requirement that a person be 25 years old before accessing assisted dying was
not preferred, especially as Victoria and most other jurisdictions set the limit at 18
years old.

o Consistent with his view that the requirement for psychiatric assessment in the
ROTTIA was regrettable, Mr Perron also questioned the similar requirement in the
New South Wales bill.

e The ability of a relative to challenge the validity of a request decision was ‘burning
’ 562

the principle of autonomy’.
Dr Brien Hennessy, the Head of Anaesthesia at Sir Charles Gairdner Hospital, indicated
that the ability of health professionals to raise the issue of assisted dying was preferable
to the model enacted in Victoria, where health professionals were forbidden from
initiating a discussion on the matter.>3

Tasmania

Legislative background

Prior to the introduction of the Voluntary Assisted Dying Bill 2016, there had been two
earlier attempts at reforming end of life law in Tasmania. The first, a bill introduced in
2009 by an Australian Greens member of parliament, never made it to a vote on its
second reading.>®* The second bill was introduced in October 2013 and was defeated at
the second reading stage by a single vote.

562 Mr Marshall Perron, Transcript of Evidence, 13 April 2018, p. 5.
563 Dr Brien Hennessy, Anaesthetist, Transcript of Evidence, 30 April 2018, p. 14.
564 The bill’s progress is recorded here:
http://www.parliament.tas.gov.au/bills/Bills2009/37 of 2009.htm. Accessed on 3 July 2017.
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The most recent attempt was a private members bill introduced into the Tasmanian
House of Assembly and supported by the former Labor premier, Ms Lara Giddings, and
Ms Cassy O’Connor, the Leader of the Tasmanian Greens. This third attempt was
defeated 16 votes to eight.>®>

Eligibility and the operation of the law

A person eligible for an assisted death was to have been a competent adult, resident in
Tasmania, making a voluntary request and suffering from an eligible medical condition.
In order to have an eligible medical condition, the person must:

e beinthe advanced stages of a serious, incurable and irreversible medical condition,
whether caused by illness, disease or injury, as diagnosed by a medical practitioner
who has specialised qualifications or experience in diagnosing and treating the
medical condition; and

e be experiencing persistent suffering that is intolerable for the person as a result of
their medical condition, or associated medical treatment, or complications resulting
from them; and

e have noreasonably available medical treatment or palliative care options that would
relieve the person’s suffering in a manner that is acceptable to them, taking into
account both the treatment and any consequences of the treatment; and

e have no reasonable prospect of a permanent improvement in the medical condition.

The person would have initiated three requests, including an initial oral request; a
written request witnessed by two witnesses that met specified requirements; and a
subsequent oral request. Two days would have separated the first two requests, and at
least seven days the following two requests. A person would not have received an
assisted death until a secondary medical practitioner confirmed the opinion of the
primary medical practitioner on the key criteria of competence, voluntariness and
eligible medical condition.

The person may have self-administered through oral ingestion or activation of a medical
device, or the primary medical practitioner may administer the drugs.

Doctor may refuse to provide assistance

Consistent with other bills in Australia, the proposed Tasmanian legislation included
protections for doctors and other health care providers who did not wish to provide
assisted dying. However, health care providers had a duty to facilitate transfer of care.

565 Submission No. 626 from Dying with Dignity Tasmania, 23 October 2017, p. 3.
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Registrar to review all deaths under the legislation

The Tasmanian bill provided for the creation of a registrar with statutory powers to
review and report on assisted deaths. The functions of the registrar would have included:

e reviewing an assisted death for the purpose of monitoring compliance with the Act;

e investigating, reporting and making recommendations to the Minister on any matter
relating to the operation or administration of the Act; and

e communicating to appropriate authorities any concerns the Registrar has about
compliance or non-compliance with the Act.

The Registrar was also required to provide an Annual Report to Parliament.>®®

Lessons from legislative developments in Australia

In their evidence to the committee, voluntary assisted dying proponents were
overwhelmingly positive in respect of the Victorian Government’s achievement in
establishing a legislative framework that gained sufficient support to become law.
However, those same witnesses also sought to sound a warning about the limitations of
the legislation. As outlined above, many were concerned that the desire to build as many
safeguards into the law as possible may also have created a model that was overly
restrictive and that did not adequately respond to the needs of people seeking to end
their suffering at the end of their lives.

In addition to the Victorian example, other recent attempts referred to in this report to
legislate for voluntary assisted dying provide useful guidance should Western Australia
decide to expand the range of options available to people at the end of their lives.

Private members’ bills seldom pass the parliament

Generally speaking, private members’ bills do not enjoy a great success rate in terms of
being enacted as laws. Indeed, in Western Australia, the pass rate of private bills is very
low. During the 38 and 39 parliaments (the two most recent parliaments), 47 private
members’ bills were introduced and only four became law.

54 attempts have been made in Australia to legislate for some type of voluntary assisted
dying since 1993. Only two of those attempts have been successful: in Victoria, as a result
of a government bill; and in the Northern Territory as a result of a private bill introduced
by the then Chief Minister. It is clear that government support is necessary if reforms to
end of life laws are to be achieved.

566 The text of the bill is available on the Tasmanian Parliament’s website:
http://www.parliament.tas.gov.au/bills/Bills2016/73 of 2016.htm
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672 The evidence on this point is quite stark, and submitters in favour of reform were keen
to highlight for the committee the importance of ensuring that any proposed legislation
be treated as a government bill, rather than as the business of a single, private member.
Mr Perron observed:

It requires cross-party support before a bill is introduced so that there is
support to carry it through. The decision of the Victorian committee to
recommend that it be a government bill was primarily because the
government has carriage of it in the procedures of Parliament, and that
makes a big difference even though the government members, of
course, were all given a conscience vote on the issue. | point out that in
your recommendations, if it gets that far, | urge you not to recommend
that a private member take the matter up and introduce it, because | do
not believe a bill would succeed on that basis in my reasonable

experience.>®’

673 Mr Neil Francis, a long-time campaigner for reform to end of life laws, discussed the
difficulty for private sponsors of assisted dying bills in managing stakeholder buy-in
during the legislative drafting process.>®® In respect of the Victorian legislation, his view
is that government support was crucial to its ultimate passage through the parliament:

| believe the reason that the Victorian bill succeeded and is now an act—
it will come into effect next year—is that it was government-sponsored
and the government had resources to bring to bear, to formulate an
expert committee to make recommendations to inform the writing of
the bill that would then enjoy members’ support.>®®

674  Mr Andrew Denton, the founder and director of Go Gentle Australia, was very clear in
his view that for legislation to pass the parliament, it must be a government bill:

It is my absolute belief that for this legislation to pass, and not just to
pass, but to pass properly framed and considered, it has to be a
government bill, supported by the machinery and bureaucracy of
government.>”®

Finding 43

With the exception of the Northern Territory, where the bill was introduced by the Chief
Minister, private members’ bills seeking reform to end of life laws have failed to pass any
Australian parliament.

567 Mr Marshall Perron, Transcript of Evidence, 13 April 2018, p. 10.

568 Mr Neil Francis, Dying for Choice, Transcript of Evidence, 9 April 2018, p. 5.

569 Mr Neil Francis, Dying for Choice, Transcript of Evidence, 9 April 2018, p. 5.

570 Mr Andrew Denton, Director, Go Gentle Australia, Transcript of Evidence, 13 April 2018, p. 3.
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Finding 44
Any bill seeking to introduce a legislative framework for assisted dying in Western

Australia would require government support along with the expertise and resources of
government.

Recommendation 19

The Minister for Health should ensure that any bill to introduce a legislative framework
for voluntary assisted dying is introduced by the government.

Expected time until death

Jurisdictions both here in Australia and internationally have adopted varying approaches
when considering whether access to assisted dying should be limited to those whose
deaths are expected within a particular timeframe. Victoria adopted the approach
common in the United States and limited access to those whose deaths from a terminal
illness are expected to occur within six months. In New South Wales, it would have been
12 months if the legislation had been successfully enacted. In both states, a person
suffering from a neurodegenerative condition could access assisted dying if death is
expected within 12 months. As enacted in the Northern Territory there was no time
frame for an expected death, as was the case in relation to the proposed Tasmanian
legislation.

The committee has outlined in earlier sections of this chapter the specific feedback that
was provided in relation to this issue. In general, proponents of assisted dying were not
in favour of the creation of time frames, as they were viewed as arbitrary and clinically
problematic. There is, however, an undeniable political element to the inclusion of these
timeframes in the legislation.

The Canadian legislation does not include any time frames and instead requires that
death is reasonably foreseeable, taking into account all of their medical circumstances,
without a prognosis having been made as to the specific length of time that the patient
has remaining.

Finding 45

With regard to timeframes, whatever model of assisted dying is enacted in Western
Australia should reflect the best possible clinical practice.

Initiating discussions with patients

The Victorian legislation prohibits medical professionals from initiating discussions with
patients regarding assisted dying. As outlined in chapters two and four, the committee
received significant volumes of evidence indicating that reluctance to discuss the full
range of end of life options — from implementing an advance health directive through to
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options for terminal sedation — creates deficiencies in the end of life care offered to
palliative care patients.

To that end, the prohibition contained in the Victorian legislation should not be a feature
of Western Australia’s legislation. Assisted dying should be considered as one of many
clinical options available to patients for responding to terminal iliness. Achieving the best
possible clinical outcomes for a patient will require health professionals to discuss the
full range of responses to the challenges encountered by many at the end of life.

Assessment by psychiatrist

The four Australian examples examined in some detail in this chapter adopt two distinct
approaches to dealing with psychiatric assessment for a patient seeking an assisted
death.

Both the Northern Territory and New South Wales required referral to a psychiatrist
before assisted dying could be provided to a patient. In the Northern Territory, the
psychiatrist was required to confirm that the patient was not suffering from a mental
illness. In New South Wales, the psychiatrist would have confirmed that the patient had
decision-making capacity in relation to the request for assistance and that the patient’s
decision to request the assistance had been made freely, voluntarily and after due
consideration.

In Victoria, a patient requesting assistance can be referred to a psychiatrist if either the
coordinating or consulting doctors are unable to determine whether the person has
decision-making capacity in relation to voluntary assisted dying. In Tasmania, the primary
medical practitioner would have been able to refer a patient to a psychiatrist for any
reason and at any time.

Protecting the right of health professionals to not participate

A common feature of all legislation in Australia and internationally is the protection
afforded to health professionals who, for whatever personal reasons they might have,
choose not to participate in providing assisted dying services. This is an important
protection that should be made explicit in any Western Australian legislation, with the
effect of removing any doubt that participation by all health professionals will be entirely
voluntary.

Finding 46
In other jurisdictions, health professionals are afforded the opportunity to not
participate in voluntary assisted dying services.
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Recommendation 20

The Minister for Health should ensure that health professionals are not compelled to
participate if any voluntary assisted dying framework is developed for Western Australia.

Final approval from senior bureaucrats

Some elements of the Victorian law are not commonly replicated in other jurisdictions.
This includes the role of a senior bureaucrat in providing final approval for a patient’s
decision to choose to end their own life. It is difficult to contemplate any other scenario
where it would be appropriate for the government to insert itself in the private medical
decisions made by a patient in consultation with their doctors. Indeed, such intervention
is not currently required for other end of life options open to patients — government
permission is not required, for example, for a person to receive terminal sedation, or to
refuse artificial food and hydration.

If assisted dying is the ultimate expression of a patient’s autonomy, then government
intervention in the process must be kept to a minimum. Ultimately, assisted dying is a
decision made by a patient based upon treatment considerations provided in good faith
by attending health professionals.

That is not to say that safeguards should not be built into the model. As the committee
outlines in chapter seven; however, those safeguards must be designed to impede as
little as possible on the ability of a competent person to exercise their autonomy in a
timely fashion.
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Chapter 7

Voluntary assisted dying

Introduction

Almost all religious traditions in Australia are linked by a common respect for the dignity
and the value of human life, and those who do not accept theological ideas ordinarily
consider that human life is intrinsically valuable. However, most people also accept that
not every available resource is required to prolong life needlessly and individuals, at the
end of life or without hope of cure, should be allowed to die.?’*

As has been noted earlier in this report, even the best palliative care is not 100 per cent
effective all of the time. A small but significant group of people will suffer with intractable
symptoms at the end of life. In addition, many treatments for the relief of pain and other
symptoms will have very unpleasant side effects and may cause further symptoms and
distress.>”? In some cases, prolonging the dying process offers no recognisable benefit to
a dying person.

Notwithstanding the evidence of many of those working in palliative care, including
specialist physicians, regarding how rare it is for a person not to have a good death, the
committee received extensive evidence about bad deaths. Some of those deaths
occurred in the best palliative care facilities in Western Australia. It is clear that there are
limits to modern medicine.

Equally, there are shortcomings with the current lawful options at end of life — those
options are unsatisfactory for some people with grievous and irremediable suffering.
Nevertheless, Western Australians do expect to be able to exercise personal autonomy
in dying, just as they do in living.

In light of the evidence outlined in the preceding chapters, it is appropriate to make
provision for Western Australians to have the option of voluntary assisted dying. This
reform will give effect to the widely accepted ethical value of patient autonomy and
reflect majority community expectations regarding death and dying. It will also provide
relief to people who suffer with intractable symptoms towards the end of their lives.

The committee identified a number of features that should be included in any laws for
assisted dying. This chapter provides an explanation for the committee’s position on

571 The End of Life: Euthanasia and Morality, James Rachels, Oxford University Press, 1986, p. 7.
572 Fiona Randall and R.S. Downie, The Philosophy of Palliative Care: Critique and Reconstruction,
Oxford University Press, 2006.

203



7.7

7.8

7.9

each of these elements. It concludes with a framework summarising the issues that
should be considered by government.

Autonomy and self-determination

The committee received evidence from many people declaring that while they accept
others exercising personal beliefs about end of life, they want the right to choose for
themselves how they will die. The desire for autonomy has a long history and found
expression in both the moral theories of Immanuel Kant and the ethical theory of
classical utilitarianism. In 1859, John Stuart Mill famously declared that:

The only purpose for which power can rightfully be exercised over any
member of a civilised community, against his will, is to prevent harm to
others. His own good, physical or moral, is not sufficient warrant]...]
Over himself, over his own body and mind, the individual is sovereign.>”?

Many witnesses expressed similar sentiments in their evidence to the inquiry.
Mrs Margo Beilby told the committee about her husband, Mike, who experienced
prolonged suffering at the end of his life and made the choice to import and ingest
Nembutal:

I very strongly believe that someone in Mike’s position should be able to
go to their doctor, explain their wishes (Mike’s doctors were all very
aware of his condition) and ask for a prescription for Nembutal. They
should be able to take the prescription to a pharmacist and obtain the
drug. Then they should be able to keep the drug beside them until they
decide that the time has come. (I believe in places where doctor assisted
dying is legal that many terminally ill patients never take the drug) And
they should be able to have their family and friends around them while
they die, if they so choose, without putting those people in danger of
legal repercussions.>’*

Mr Bill Spanbroek told the committee about the suffering endured by his son Michael
who suffered with Juvenile Huntington’s disease. He described watching his son waste
away to less than 30 kilograms while experiencing ‘gruelling’ pain. Mr Spanbroek urged
the committee to support legislative reform to allow voluntary euthanasia:

During this time in the Nursing Home, we watched so many patients
with no Quality of Life, and having discussions with them, they
expressed their freedom to end their life with dignity and compassion. |
urge all MEMBERS of PARLIAMENT to consider support this very

573 On Liberty, John Stuart Mill, 1859.
574 Submission No. 27 from Mrs Margo Beilby, 29 September 2017.
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important legislation. For the matter of Humanity and Compassion we
must come to a positive support and the PASSING of this BILL.>">

710 Mrs Jenny Rickerby described her father’s cancer and slow death over two weeks as he
starved himself to death. She told how the extended family visited him in his final days
and supported her father in his decision, and that he would have chosen assisted dying
if it were an option:

We all believe the same thing now; that somebody should have that
choice. | believe if dad had had a button he was capable of pushing to
inject himself, he would have done it. As to whether he might have done
it maybe too early for everybody or whatever, | mean nobody knows
what a person is going to keep on going through as time goes by. But it
is his decision, it is his life.>’®

711 Mrs Patricia Marshall told the committee that end of life choices were not only about
pain and about terminal illness:

The medical model of managing the end of life when experiencing
chronic or terminal illness and the role of palliative care is an insufficient
model for many seniors. The questions of loss of self-autonomy and
human dignity, conscious awareness of physical or mental deterioration
and the realisation that meaningful participation in life has come to an
end are very important considerations for the elderly and should be
included in any discussion of end-of-life choices. The process of ageing
brings an increasing awareness of one’s own deterioration and
detachment from what is perceived as a complete life. It is only when
this process is directly experienced that it can be fully understood;
therefore, it is necessary for those making decisions to change the law
to take some advice from those who may choose a voluntary and
dignified end to their life when they perceive it to be complete.>’”

712 Mrs Grytsje Doust told the committee of her 76 year-old mother’s diagnosis of acute
leukaemia and her mother’s choice of voluntary euthanasia in Holland:

My personal opinion about euthanasia going through these nine weeks
with her, the process, the way it was handled by the doctors, the legal
profession, the support, it was wonderful and it gave my mother a lot of
power because she was in charge. She could say, “No, | don’t want to go
into hospital”, “No, | don’t want to do this”, “This is how | want it; | want

575 Submission No. 497 from Mr William Spanbroek, 22 October 2017 [author’s emphasis].
576 Ms Jenny Rickerby, Individual, Transcript of Evidence, 7 March 2018, p. 2.
577 Mrs Patricia Marshall, Individual, Transcript of Evidence, 7 March 2018, p. 1.
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to be at home, “This is how | want it done with my family around me. |
know there is no hope for me, that it is terminal”. It also prevented her
to go through those last agonising maybe another couple of days or a
week, because that is what it was leading to. It was becoming for her
personally, because mentally she was still all there, it became very, very
difficult. All in all it was—maybe it is a strange word to say—a beautiful
procedure and it gave my mother such peace of mind. We supported her
in that.>"®

Western Australia should legislate for voluntary assisted dying

Individuals exercise independence and autonomy in their daily lives and want to be able
to make autonomous choices when they are dying. One of those choices should be to
manage the place and time of their own death, through voluntary assisted dying.

Legislation for voluntary assisted dying must promote core values, for example: life,
autonomy, freedom of conscience, equality, the rule of law, protecting the vulnerable,
privacy and reducing human suffering.

Consistent with the key principle of autonomy, voluntary assisted dying should provide
for self-administration unless the person is physically incapable, in which case doctor-
administration should be allowed.

Finding 47

An expert panel including health and legal practitioners and health consumers would
assist in the development, consultation and implementation of legislative reform to
allow for voluntary assisted dying.

Finding 48

An expert panel would be assisted in its considerations by a framework that canvasses
the issues considered by this committee

Recommendation 21

The Minister for Health establish an expert panel including health and legal practitioners
and health consumers to undertake consultation and develop legislation for voluntary
assisted dying in Western Australia, and that this report, together with the Framework
contained at the end of Chapter 7, be considered by that Panel.

Models for voluntary assisted dying

The route to legalisation of voluntary euthanasia or voluntary assisted dying has differed
in each jurisdiction around the world where either or both are permitted. The various

578 Mrs Grytsje Doust, Individual, Transcript of Evidence, 30 April 2018, p. 3.
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models for reform are grounded in either: human rights; the criminal defence of
necessity; prosecution guidelines or legislative reform.

It is important for any proposed reform that it be relevant to the legal environment in
Western Australia.

Rights based change

After many years of litigation, Canada eventually relied on a human rights model
underpinned by the Canadian Charter of Rights and Freedoms. Australia, and indeed
Western Australia, has no comparable Charter or Bill of Human Rights. Case law is also
generally much less developed than in Canada.>” Legislative reform is unlikely therefore,
to be constructed around a human rights model. However, a number of submissions
suggested that any legislation should contain guiding principles.”®® Some of the rights
relied on in Canada could provide useful guiding principles for any Western Australian
legislation — for example: autonomy, privacy, dignity, equality and life.

Criminal law defence of necessity

581 aythanasia and assisted

Although the Dutch have constitutionally entrenched rights,
suicide is legalised in the Netherlands through a model based on the defence of
necessity. The defence is available when a defendant faces a conflict between her duty

to preserve life and her duty to relieve suffering.

Prior to codification and entry into law in 2002,°82 the legal basis upon which doctors
were either not prosecuted, or acquitted for taking a life was the defence of necessity.>#3
Following codification, euthanasia and assisted suicide are no longer an offence where
the person expressly requests assistance and the doctor follows the statutory due care
criteria. Consistent with the earlier Dutch case law, the person must be experiencing
unbearable and hopeless suffering and there must be no reasonable alternative form of
relief. Arguably, underpinning the initial judicial agency of legal change in the
Netherlands was the broad societal support for euthanasia.>®*

The defence of necessity does exist in the common law (which forms part of the law in
Western Australia). However, the common law has excluded necessity. The defence of

579 Submission No. 560 from Professors Lindy Willmott and Ben White, Australian Centre for Health
Law Research, QUT, 23 October 2017.

580 Submission No. 22 from Mr Kevin Rickson, Individual, 26 September 2017; Submission 94,
Ms Dinny Laurence, Individual, 8 October 2017; Submission 560, Professor Lindy Willmott,
Professor Ben White and Ms Penny Nellar, QUT, Australian Centre for Health Law Research,
23 October 2017; Submission 602, Dignitas, 23 October 2017.

581 Including in the Netherlands Constitution and through the entrenchment of the European
Convention on Human Rights and the International Covenant on Civil and Political Rights.

582 The Termination of Life on Request and Assisted Suicide (Review Procedures) Act 2001.

583 Penney Lewis, Assisted Dying and Legal Change, Oxford University Press, 2007, p. 76.

584 Penney Lewis, Assisted Dying and Legal Change, Oxford University Press, 2007, p. 98.
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necessity is therefore not available in Western Australia as a defence to either homicide
or euthanasia.”®

Prosecution guidelines

Neither voluntary euthanasia nor voluntary assisted dying is lawful in the United
Kingdom. Challenges to the law based on human rights have been unsuccessful.>® There
has however been some reform in relation to assisted suicide. Following the 2010
decision of Purdy,*®’ the Director of Public Prosecutions was compelled to amend the
Code for Crown Prosecutors to provide greater guidance in relation to assisted suicide.>8
The code now sets out general principles to be followed by prosecutors. These principles
have been criticised for lacking coherency, ‘fall[ling] short of articulating in a meaningful
way how the factors are to be used in the decision-making process’.>®® In addition, the
code does not deal with voluntary euthanasia and discourages the involvement of health
professionals.

Legislative change

In the United States, Oregon voters passed the first proposed physician assisted dying
laws in November 1994 via a ballot initiative. A second ballot in 1997 confirmed the
earlier result with a greater majority in favour. The Oregon courts have not recognised a
right to assisted suicide so it is unlikely claims using rights could be used to expand the
law in Oregon.>® Legislative change has now occurred in seven jurisdictions in America,
most recently in Hawai’i with the Our Care Our Choice Act.

Legislative change also occurred in Belgium in 2001 where the Belgian Senate voted in
favour of euthanasia and even earlier in the Northern Territory through the Rights of the
Terminally Ill Act in 1995. There is debate as to whether the law on necessity is equally
applicable in Belgium to cases involving euthanasia.>®!

A statutory framework to permit and regulate euthanasia and assisted dying is the most
common approach in the permissive jurisdictions.>®? Further, legislative reform offers an
approach that removes the conduct from the realm of criminal law. Such reform is able

585 See for instance Dudley and Stephens (1884) 14 Q.B.D. 273; Re A [2001] Fam. 147; Howe [1987]
A.C. 417 and R (on the application of Nicklinson) v Ministry of Justice [2012] EWHC 2381.

586 See for instance: R (on the application of Nicklinson) v Ministry of Justice [2012] EWHC 2381

587 R(Purdy) v DPP (UK) [2010] 1 AC 345.

588 Crown Prosecution Service, Suicide: Policy for Prosecutors in Respect of Cases of Encouraging or
Assisting Suicide. Accessed 4 July 2018.

589 Ben White and Jocelyn Downie, Prosecutorial Guidelines for Euthanasia and Assisted Suicide:
Autonomy, Public Confidence, and High Quality Decision-Making, Melbourne University Law
Review, 2012. Accessed 4 July 2018.

590 Penney Lewis, Assisted Dying and Legal Change, Oxford University Press, 2007, p. 153.

591 Penney Lewis, Assisted Dying and Legal Change, Oxford University Press, 2007, p. 154.

592 Submission No. 560 from Professors Lindy Willmott and Ben White, Australian Centre for Health
Law Research, QUT, 23 October 2017.
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to provide a clear process for decision-making and make provision for an oversight
body.>%3

Therefore, the best model for reform in Western Australia is a discrete legislative
framework that is contained in a stand-alone Act making voluntary assisted dying legal.

As noted earlier, across Australia, private members’ bills are consistently less successful
than government-led bills; consequently, a bill introduced by the Government is the
preferred approach.

Finding 49

The best model for reform in Western Australia is a discrete legislative framework that
is contained in a stand-alone Act making voluntary assisted dying legal.

Eligibility
Other jurisdictions have extensively explored eligibility criteria. Western Australians now

also have the benefit of the Victorian legislation and are able to consider what is most
relevant and suitable for our community.

A legislative scheme for voluntary assisted dying with appropriate safeguards is
consistent with community expectations and may offer a measure of comfort to many
people. However, the legislative framework must not be so complex, so formal and so
rigid as to prevent proper access by individuals who are suffering at end of life. Whilst
ground breaking, the Victorian approach is arguably too bureaucratic®® and it is
preferable that the state not act as a gatekeeper.>>

The relevant criteria for a person to be eligible should include that:

e the nature of the condition must be an advanced and progressive terminal, chronic
or neurodegenerative condition;

e death must be reasonably foreseeable;

e the person must be experiencing grievous and irremediable suffering that is not able
to be alleviated in a manner they find acceptable;

e the person must be aged 18 or over;

593 Submission No. 560 from Professors Lindy Willmott and Ben White, Australian Centre for Health
Law Research, QUT, 23 October 2017.

594 The Voluntary Assisted Dying Act 2017 (Victoria) runs to 130 pages, includes 118 provisions, plus
consequential amendments, a Schedule of Forms and provides for Regulations; by contrast the
Oregon Death with Dignity Act 1997 has 22 main provisions and runs to twelve pages.

595 See Part 4 Voluntary Assisted Dying Act 2017 (Victoria).
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e the person must have decision-making capacity in relation to voluntary assisted
dying; and

e the person must be a resident of Western Australia, and either a citizen or
permanent resident of Australia.

The committee explores each of these criteria in further detail in the rest of the chapter.

Nature of the condition

The committee received personal evidence from individuals regarding terminal ilinesses;
advanced, progressive chronic illnesses (such as cardiovascular conditions,
musculoskeletal conditions, and organ failure) and advanced, progressive
neurodegenerative conditions (such as motor neurone disease and Huntington’s
disease). The evidence made clear that suffering is not limited to terminal iliness and any
assisted dying legislation must include these other conditions where death is a
reasonably foreseeable outcome.

It is clear to the Committee that some individuals will experience extreme suffering for
months and even years prior to death. As noted earlier in the chapter on palliative care,
Mrs Margo Beilby told the Committee about her once very active husband, Mike, a
former deputy headmaster who suffered from Parkinson’s disease and chronic
obstructive pulmonary disorder (COPD):

He had Parkinson’s disease, and he was down to shuffling from room to
room. He could sit and read and sit and watch TV, sit and do Sudoku,
and not much else.>%®

In her submission to the Inquiry Mrs Ailsa Rice described how her husband’s sister
suffered a severe stroke and did not have an advance health directive in place:

despite her wishes she lingered for five long years in a nursing home fed
liquid food through a tube inserted into her stomach and unable to do
anything for herself. Her condition wasn’t a “terminal lllness”, but there
was no alternative available for her except to suffer a long, slow and
isolated descent to death.>®”

Dr Rodney Syme told the committee that people who are not terminally ill might face
severe disadvantage because of prolonged and intolerable suffering:

596 Mrs Margo Beilby, Individual, Transcript of Evidence, 1 May 2018, p. 1.
597 Submission No. 56 from Mrs Ailsa Rice, 5 October 2017.
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[ilntolerable suffering can apply to people with neurodegenerative
illnesses, chronic cardio/respiratory failure and other organ failures [...]
Suffering is the issue, not terminal illness, let me tell you.>%®

736 Inhis submission to the Inquiry, palliative care specialist, Dr Derek Eng, indicated he does
not support assisted dying. He did however describe suffering in relation to advanced
chronic illness:

In many cases, patients with chronic/incurable disease will welcome life
prolongation. However, patients in their final months of life may
consider life prolongation very burdensome. For example, a patient with
heart disease who is in the final 12 months of their life will have several
admissions to emergency departments and hospital wards for
treatment of breathlessness.

Using heart failure as an example, the current medical paradigm for
treatment of heart failure is “fluid restriction” and aggressive diuretic
therapy. Initially, patients [...] improve and return to their “baseline”
health. However, as the heart continues to fail, they will not be able to
return to baseline health and become increasingly disabled by fatigue
and breathlessness. Finally, they will be completely confined to a chair
or bed. Most patients will experience several cycles of breathlessness —
admission to hospital for aggressive treatment — discharge home —
breathlessness, admission to hospital etc. This will occur until patients
spend prolonged periods in hospital and minimal time at home. This is
often the trigger for doctors to consider palliative care — often because
they cannot get these patients “out of hospital” (and public hospital bed
pressures rise).

Sadly, doctors are often so entrenched in the paradigm of “fixing”
pathology that they are unwittingly committing patients (and their
families) to prolonged physical and emotional suffering.>*®

737 There are individuals who experience suffering because of advanced and progressive
terminal, chronic or neurodegenerative conditions. Any legislative scheme for voluntary
assisted dying must be sufficiently responsive to provide for the people who need it
most.

598 Dr Rodney Syme, Medical Practitioner and Vice President of Dying with Dignity Victoria,
Transcript of Evidence, 13 April 2018, p. 3.
599 Submission No. 557 from Dr Derek Eng, Palliative Care Specialist, 23 October 2017, p. 5.
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Expected time to death

738 Severe and intractable symptoms may be experienced for months, and even years, for
those with chronic illnesses or neurodegenerative conditions:

Prognosis is uncertain in many severely disabling progressive neuro-
degenerative terminal conditions. These conditions can cause prolonged
severe and progressive suffering for years prior to eventual death. A
time-based prognosis may not allow the option of an expedited death
to those who need it most.5%°

739 Mr Michael Walker told the committee about his personal struggle with Multiple
Sclerosis. In his view, a precise time limit is inappropriate:

Provided a person has an incurable and stressing condition, and | do,
and it is confirmed to be on a path that is certain to end in a difficult
death, then, without specifying three years, three months, 12 days, | am
of the general view that the limits on any legislation should not be too
precise and should not be too artificial about a “how many angels on
the head of a pin”—type argument. To me, in the end, once the doctors
have confirmed that the condition is not going to change and that the
person is not a minor and there is nothing in the end that can be done
in, we can pick a number. But within the next couple of years, the next
few years, that person should have the right, | argue, to take his own
life.®01

740 In her submission, Ms Dinny Laurence described her mother’s slow death over seven
years following a stroke in 2000:

She had suffered a stroke in 2000 and said many times after that that
she wanted to die. Instead, she was moved to the frail care unit of her
retirement village where the loving and professional care of the staff
kept her alive for 7 years as her body shrank and her mind steadily
withdrew further. | remember her skeletal frame near the end; she was
incontinent, not eating or drinking, and whimpered in pain at the
slightest touch or movement. | could not believe how long this dying
continued.50?

741 Mr Marshall Perron also told the committee that there is no need for an expected time
until death:

600 Doctors for Assisted Dying Choice, letter, Response to questions on notice, undated, p. 16.
601 Mr Michael Walker, Individual, Transcript of Evidence, 1 May 2018, p. 2.
602 Submission No. 94 from Ms Dinny Laurence, Individual, 8 October 2017, p. 1.
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[t]he Northern Territory legislation very deliberately did not have a term
to terminal illness requirement. What | and my colleagues who passed
the legislation intended was that once a person was diagnosed with a
terminal illness, irrespective of how long they had to live or it was
expected that they might live, if they were of a mind to go through the
process of determining their own eligibility, once they determined that,
they could then have the peace and comfort of knowing that if the
suffering ever got bad enough, they had the option to return to the
doctor and seek the final stages. That means that a person may well
receive eligibility status months or years before they would ever need it,
but they could get on with their lives knowing that the backstop was
there that they sought so desperately.®3

Witnesses indicated that an expected time until death is not always clinically justified.®%
Dr Richard Lugg also highlighted the difficulty with progressive neurological conditions:

These conditions are quite rare, but the extended duration of their
unbearable suffering is much longer, so the total quantum of suffering
these people endure is often greater than those for people who have
progressive conditions. Therefore, | do not think it is right to sweep them
under the carpet. A maximum expected duration test is just not the
appropriate way to manage these slower, progressive conditions. But
what is required is that death should be reasonably predictable.®0>

Some individuals experience intractable suffering for months or years prior to their
death, particularly those with chronic or neurodegenerative conditions. A time until
expected death may unfairly exclude those people who would otherwise qualify for
voluntary assisted dying. Therefore, a prescribed time is too restrictive and cannot be
clinically justified. Further, whilst a certain timeline until death can be difficult to predict,
people do need certainty about the options available to them.

A criterion of advanced and progressive terminal or chronic or neurodegenerative illness
that is causing grievous and irremediable suffering for the person, should be sufficient
without a prescribed timeline until death. Accordingly, legislation should provide that
death be reasonably foreseeable.

603 Mr Marshall Perron, Former Chief Minister Northern Territory, Individual, Transcript of Evidence,
13 April 2018, p. 2.

604 Mr Michael Walker, Individual, Transcript of Evidence, 1 May 2018, p. 2; Dr Richard Lugg, Doctors
for Assisted Dying Choice, Transcript of Evidence, 26 February 2018, p. 11; Dr Rodney Syme,
Medical Practitioner, Transcript of Evidence, Mr lan Wood, Christians Supporting Choice for
Voluntary Euthanasia, Transcript of Evidence, 13 April 2018, p. 6.

605 Dr Richard Lugg, Doctors for Assisted Dying Choice, Transcript of Evidence, 26 February 2018,

p. 11.
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Finding 50
A criterion of advanced and progressive terminal or chronic or neurodegenerative illness,

that is causing grievous and irremediable suffering for the person, would be sufficient
without a prescribed timeline until death.

Recommendation 22

The Minister for Health should ensure that legislation require that death be reasonably
foreseeable as a consequence of the condition.

Suffering

A number of jurisdictions include a condition that the person be subject to unbearable
suffering. The Northern Territory legislation required suffering and/or distress to an
extent unacceptable to the patient. The Victorian legislation requires suffering to the
person that cannot be relieved in a manner that the person considers is tolerable.
Canada requires grievous and irremediable suffering. This means that the person must
be experiencing suffering that is extremely oppressive and that causes grief, great sorrow
or great pain — such that it cannot be cured or remedied — in a manner acceptable to the
person.

The committee received evidence from the Australian Federation for Disability
Organisations that ‘unbearable suffering’ is value-laden and that there is a need for
clarity in any legislation.%%® Although arguably a complex concept, grievous and
irremediable suffering best captures the sense of great suffering that is related to a
medical condition in a less discriminatory manner. Regardless, it must be clear that the
suffering is that which is experienced from the person’s point of view:

Only a subjective assessment of the relevant standard of suffering
promotes the value of autonomy.®%’

Eligibility should require that the person is experiencing grievous and irremediable
suffering related to a terminal, chronic or neurodegenerative illness that cannot be
alleviated in a manner acceptable to the person.

Recommendation 23

That the Minister for Health ensure the eligibility requirement in the legislation include
that the person is experiencing grievous and irremediable suffering related to an
advanced and progressive terminal, chronic or neurodegenerative condition that cannot
be alleviated in a manner acceptable to the person.

606 Mr Patrick McGee, Manager, Policy Research Advocacy, Australian Federation of Disability
Organisation, Transcript of Evidence, 27 February 2018, p. 5.

607 Supplementary Submission No. 560a from Professor Lindy Willmott and Professor Ben White,
8 February 2018, p. 505.
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Age

Suffering at end of life can occur at any age. However, the Committee is of the view that
voluntary assisted dying should only be accessible to adults, aged 18 or over. This is
consistent with the presumption of capacity at age 18, and with the community
expectation of autonomy for adults.

Capacity and capacity assessment

An individual must have decision-making capacity®°® at the time of their request in order
to be eligible for voluntary assisted dying.

Although capacity assessments can be complex, General Practitioners routinely assess
capacity for:

e patients making decisions about consenting to or refusing medical treatment;

e individuals making legally binding instruments (such as enduring powers of
guardianship, enduring powers of attorney and Wills);

e the State Administrative Tribunal when the SAT is determining capacity under the
Guardianship and Administration Act; and

o referral under the Mental Health Act 2014 when a person is suspected of needing
an involuntary treatment order.

The committee received conflicting evidence about who should assess capacity. The
evidence of the Chief Psychiatrist is that a decision on capacity should be made by a
psychiatrist or equivalent specialist. 6°° Despite this, the committee is of the view that an
assessment of decision-making capacity in relation to voluntary assisted dying should not
routinely be undertaken by a psychiatrist or geriatrician.

Psychiatrist, Dr Roger Patterson, told the committee that the view held by the Chief
Psychiatrist was not in keeping with the consensus in other jurisdictions, that general
practitioners should ordinarily make the assessment:

He is out of step with every jurisdiction internationally and nationally.
The Victorian legislation does not propose it. He is out of step with the
Royal Australian and New Zealand College of Psychiatrists who say it
should be considered, and he is out of step with the local branch who,
as | say, recognise that there are practical logistical problems as to why
it is not so. Curiously, Dr Gibson suggests it should be mandatory for

608 See the discussion in Chapter 2 on capacity.
609 Dr Nathan Gibson, Chief Psychiatrist, Western Australia, Transcript of Evidence,
28 February 2018.
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voluntary-assisted-dying patients to see a psychiatrist, but not
mandatory for patients going through the process of terminal sedation.
I am not quite sure why he makes the distinction [...].

[T]he GPs know the patients over many, many years in many situations.
A psychiatrist coming in cold, as it were, would have to start again. GPs
are really well placed to make an assessment of cognitive capacity and
psychiatric capacity, and if they are suspicious of any impairment, they
would refer on. | think psychiatrists would be able and willing to get
involved at that stage.®*°

A requirement that there be a referral for specialist psychiatric capacity assessment is
likely to involve considerable delay and access may be difficult for many individuals,
especially those in regional areas. The Royal Australian and New Zealand College of
Psychiatrists (WA Branch) acknowledged that there may be significant practical barriers
to psychiatric assessments and recommended training for non-psychiatrically trained
professionals:

There may, however, be significant practical barriers to psychiatrists
carrying out mandated assessments of all patients seeking access to PAS
in a timely way. Access to psychiatrists with relevant specialist expertise
such as consultation-liaison or old age psychiatry can be variable given
existing resource constraints. This is of particular concern in a
population that is defined by their limited life expectancy.®!

Under the law, there is a presumption of capacity for all adults. Individuals making life
and death medical decisions — such as the decision to refuse medical treatment —are
currently not required to undergo a psychiatric examination. For all of these reasons, the
Victorian and Oregon models are preferable: a person should only be referred for
specialist assessment in instances where a GP or other assessing doctor is uncertain
about decision-making capacity. Therefore, in accordance with other medical treatment
decisions:

e the person must have decision-making capacity in relation to voluntary assisted
dying;

e GPs should be eligible to assess capacity; and

610 Dr Roger Patterson, Psychiatrist, Doctors for Assisted Dying Choice, Transcript of Evidence,
26 February 2018, p. 9.

611 Submission No. 391 from the Royal Australian and New Zealand College of Psychiatrists,
18 October 2017, p. 7.
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o referral for an assessment by a psychiatrist or geriatrician should only be required
when either of the assessing doctors is unable to determine decision-making
capacity (for discussion about assessing doctors, see para 7.56).

Finding 51
An individual must have decision-making capacity at the time of their request in order to
be eligible for voluntary assisted dying.

Residency

Only individuals who are ordinarily resident in Western Australia and are either a citizen
or permanent resident of Australia should be eligible for voluntary assisted dying. The
Victorian approach is appropriate in that responsibility for determining these matters
should lie with the assessing doctors. Accordingly, the assessing doctors may satisfy
themselves of the residency requirement, and citizenship or permanent residency status
through documentary evidence, such as:

a Western Australian driver’s licence;

e enrolment to vote in Western Australian elections;

e passport or birth certificate;

e medical records; or

e evidence that the individual owns or leases property in Western Australia.

Finding 52
Individuals wishing to access voluntary assisted dying in Western Australia must be either

a citizen or permanent resident of Australia ordinarily resident in Western Australia, as
defined by the expert panel.

Assessment
Assessing doctors

Consistent with all jurisdictions that permit voluntary euthanasia or voluntary assisted
dying (except Switzerland) two doctors should be involved in the assessment of the
person. Together with the most significant safeguard in the legislation, that is, that a
request must be voluntary — the requirement for two doctors acts as a further safeguard
to ensure that only those who are eligible have access to assisted dying. Further:

e either or both assessing doctors may be a general practitioner; and

e neither doctor is required to be a consultant or specialist in the disease or illness.
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Eligibility criteria
Legislation must provide that each doctor independently satisfy themselves of all

eligibility criteria, including that:

e thepersonisaged 18 or over, has permanent residency status or citizenship and
is ordinarily resident in Western Australia;

e the request is voluntary and free from coercion or duress;®'?

e the person has an eligible condition that is causing grievous and irremediable
suffering; and

e death is reasonably foreseeable as a consequence of the condition.

When is specialist referral required?

General practitioners are at the coalface of primary health care. They have high-level
diagnostic and therapeutic skills and are familiar with managing comorbidities,
complexity and uncertainty. However, consultant or specialist involvement may be
required for some conditions. A specialist referral should occur when either of the
assessing doctors is unable to determine:

e The precise nature of the condition, in which case they must refer to a consultant or
specialist in the relevant area.

e Whether the condition is advanced and progressive, in which case they must refer
to a consultant or specialist in the relevant area.

e  Whether death is reasonably foreseeable as a consequence of the condition.

e Capacity, in which case they must refer to a consultant psychiatrist or a consultant
geriatrician as appropriate.

Procedure

The procedure for assisted dying should be developed by an expert panel (see
Recommendation 21); however, in light of the experiences of other jurisdictions some of
the relevant considerations are included below.

612 In this regard, the committee notes the evidence of the President of the Royal Australian College
of General Practitioners, Dr Timothy Koh, who when asked whether he had concerns that
vulnerable people were being influenced or coerced into refusing medical treatment responded,
‘[...] generally speaking, the answer is no. We do not see it and | think if there was a feel that
coercion was happening, most GPs feel that they would be able to really detect that and they
would just stop the process then and there, basically’.
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A person who is seeking assisted dying must first make a verbal request to a doctor,
followed by a signed written request, in a standard template form. The initial assessing
doctor must provide a copy of the written request to the oversight body (see discussion
at 7.86). On receipt of the written request the initial assessing doctor must then provide
the patient with information regarding:

e the nature of the condition;

e the prognosis of the condition;

e any possible curative treatments;

e any available palliative treatments;

e the nature, effects and risks of the lethal medication that may be prescribed; and
e that the person’s consent to assisted dying may be withdrawn at any time.

The initial assessing doctor must be satisfied that all eligibility criteria are met. The
second assessing doctor must assess all eligibility criteria again and provide a written
report to the initial doctor. The second assessing doctor must provide a copy of the
written advice to the oversight body.

If both doctors are satisfied that all criteria are met the first assessing doctor may
prescribe lethal medication (as determined by the expert panel) for the patient, and
must provide instructions on the manner of use.

Timelines for each step in the process should be advised by the expert panel to ensure
integrity in the process without unnecessary delay.

Reflection period

Similar to any other life and death medical treatment decision a person must have
adequate time to reflect on the decision. Ordinarily, people want to live in even the most
difficult of circumstances. Clearly, if someone makes a request for assisted dying that
person has already reflected on his or her life and future. If they then make a verbal
request, a written request, and undergo two clinical assessments, the person will have
even more time to consider their decision.

An individual should not be forced to continue to experience prolonged grievous and
irremediable suffering that cannot be alleviated in a manner that is acceptable to the
person. Therefore, any final period for reflection should accommodate proper reflection
and not be unnecessarily delayed.
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Personal objection

Some health professionals will not wish to assist people who have made a request for
assistance to die. Those health professionals should not be compelled to provide
assistance and should be protected under the legislation; however, this should not be an
impediment to a capable individual’s autonomous request where they satisfy eligibility
criteria.

Either health professionals should be required to provide a referral to an appropriate
provider or there must be a publicly available service so that people can directly access
a doctor willing to provide assistance.

The AMAWA made clear to the committee their views that individual doctors should not
be compelled to assist and that they should not be compelled to refer on:

We would want it to be as tightly controlled as possible. A register is one
way, but we would probably suggest even more control so that there is
a single service or certain services that are defined and are well known
to the public, so that the public can access them directly rather than
having to go through their doctor necessarily. Obviously, some doctors
are conscientious objectors and would not want to refer or be compelled
to refer. If you have services that are well known—there are examples
overseas of services that are well known—euthanasia and physician
assisted suicide could be only available within those types of services,
whether they be government or private probably does not matter.%'3

Mr Andrew Denton, founder and director of Go Gentle Australia told the committee that
health professionals are entitled to their beliefs regarding death and dying but they are
not entitled to insist on those beliefs for others. Mr Denton gave evidence to the
committee regarding the view held by some that suffering is part of the rite of passage
of death:

[...] one of the elephants in the room in this conversation is a law that
currently allows doctors to impose their personal belief systems. | have
no issue with this belief; | just have issue with the law that allows them
to impose that belief on others. There are doctors whose view of the
world informs them that suffering is part of the rite of passage as you
die. Of course, they are welcome to that belief, but the law currently
gives them carte blanche to decide how much medication they give to a
patient as they die. If that doctor’s or that institution’s core belief is that
you do not assist someone to die and, what is more, that suffering is
part of the deal, that is tough for that patient. One of the people |

613 Dr Omar Khorshid, President, Australia (WA Branch), Transcript of Evidence, 18 May 2018, p. 12.
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interviewed in the course of my research was Professor Alex Broom, a
professor of sociology at New South Wales University. He spent six
months in a Catholic hospice observing what was going on. This was
some years before this debate flowered in Australia. He observed in
detail quite a disturbing level of disconnect between the values of that
institution and what the patients wanted. Basically, as he put it, the
important rites of passage that were important to that institution were
mandating a way of dying which those patients did not necessarily
want. To me, it is probably the most disturbing thing at the heart of this.
There is now considerable testimony from patients within palliative care
who died long and terrible deaths. It really bothers me that our law,
without any question or scrutiny, allows doctors to choose exactly how
they medicate those patients. They may well have a core belief that
suffering is part of the deal. | think that is wrong.5**

Personal objections must not present an impediment to those lawfully seeking
assistance to die. A referral system that is easily accessible must be available to
individuals who are eligible for voluntary assisted dying. In addition, health service
providers who hold an objection to assisted dying must be required to facilitate timely
transfer of patients in their care to a suitable health provider when a patient requests
assisted dying.

The legislation must also contain protections for those doctors who are willing to help
those who ask for assistance to die. These include that a doctor is protected from
prosecution or other repercussions when acting in good faith and exercising proper care
and skill.

Non-discrimination

People with disabilities must have the same rights as others

Consistent with the United Nations Convention on the Rights of Persons with Disabilities
(to which Australia is a signatory) individuals with a disability must be afforded the same
legal rights as the rest of the community.®!> In the context of end of life care this means
that, all individuals have:

[...] the right to be supported in making properly informed decisions
about their medical treatment and should be given, in a manner that

614 Mr Andrew Denton, Founder/Director, Go Gentle Australia, Transcript of Evidence, 13 April 2018,
p. 15.

615 Article 5— Equality and non-discrimination: UN Convention on the Rights of Persons with
Disabilities.
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they understand, information about medical treatment options,
including comfort and palliative care.5%®

Both the Australian Federation of Disability Organisations (AFDO) and People with
disabilities (WA) (PWdWA) support the position that people with disability should have
access to voluntary assisted dying.6'’ Further, they indicate that there is no evidence
from overseas jurisdictions that people with disabilities are at heightened risk of assisted
dying.51®

Nevertheless, the committee acknowledges that the request for assisted dying must be
voluntary and not subject to coercion or inducement.

There are varying degrees of disability, and even the existence of cognitive impairment
does not necessarily mean that an individual lacks decision-making capacity.

Any safeguards which are put in place in relation to people with
disability exercising their legal capacity, to protect against undue
influence and/or abuse, must respect the rights, will and preferences of
the person.®?

Individuals must not be excluded from voluntary assisted dying solely because of
disability.

People with mental illness have the same legal rights as others

Individuals with mental illness must be afforded the same legal rights as the rest of the
community. The Chief Psychiatrist, Dr Nathan Gibson, told the committee that:

If there is a set of legislation or a statute around this, individuals with
mental illness who have terminal illnesses should have the same access
to that legislation as anyone else, so they should not be discriminated
against in that regard.%%°

Providing an individual has capacity to make a voluntary request they should be eligible.
In that regard, Dr Gibson told the committee that:

616 Submission No. 679 from People with disabilities WA and Australian Federation of Disability
Organisations, 15 November 2018, p. 11.

617 Submission No. 679 from People with disabilities WA and Australian Federation of Disability
Organisations, 15 November 2018, p. 12.

618 Submission No. 679 from People with disabilities WA and Australian Federation of Disability
Organisations, 15 November 2018, p. 13

619 Australian Human Rights Commission, Euthanasia, Human Rights and the Law, Issues Paper,
May 2016 — website. Accessed 10 July 2018

620 Dr Nathan Gibson, Chief Psychiatrist, Western Australia, Transcript of Evidence,
14 December 2017, p. 2.
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[...] having a mental illness does not preclude you from having capacity.
Some people may have active mental illness, but have full capacity and
still be able to make a very capacitous decision.%

Both Dr Gibson and Dr Elizabeth Moore told the committee that it is possible to
distinguish temporary suicidal ideation from an enduring, considered and rational
decision to end one’s life in the face of unbearable terminal suffering —in circumstances
where voluntary assisted dying is available. %2

As with any other individual, capacity must be presumed, but where there is uncertainty,
the person should be referred for specialist assessment:

We would suggest that if there was any reason to think that that
person’s balance of mind was affected, they would be referred to a
specialist psychiatrist for that assessment.53

Voluntary assisted dying should be for grievous and irremediable conditions. Whilst
mental illness may cause extreme suffering, it is remediable. It therefore should not be
the basis for an assisted dying request. Equally, the existence of a mental illness does not
necessarily mean that an individual lacks decision-making capacity. Individuals should
not be excluded from voluntary assisted dying because of a mental illness, if they meet
all other eligibility requirements.

Medication

It is essential that any medication used for assisted dying be effective; however, it should
be a matter of clinical judgment for the prescribing doctor (as determined by the expert
panel).

Death certification

The explicit inclusion of voluntary assisted dying as either the manner of death or a
contributing cause of death on a death certificate would provide Western Australians
with a means to monitor assisted dying and its effects on mortality trends.

In Western Australia, there are three relevant documents:

e Medical Certificate Cause of Death — completed by the doctor certifying cause of
death;

621 Dr Nathan Gibson, Chief Psychiatrist, Western Australia, Transcript of Evidence,
28 February 2018, p. 8.

622 Dr Nathan Gibson, Chief Psychiatrist, Western Australia, Transcript of Evidence,
14 December 2017, p. 17; Dr Elizabeth Moore , Chair, WA Branch, Royal Australian and New
Zealand College of Psychiatrists, Transcript of Evidence, 28 February 2018, p. 2.
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e Manual Death Registration Form — completed by the funeral director to register a
death; and

e The Death Certificate — issued by the Registrar of Births Deaths and Marriages.

A record of voluntary assisted dying is essential for the regulation of the practice,
together with accurate reporting of mortality trends and patterns. Accordingly, there
must be appropriate amendment to each of the three relevant documents, above, and
the provision of clear guidance to doctors.

Oversight of voluntary assisted dying

As the AMAWA has suggested there must be an independent oversight body to review
and regulate voluntary assisted dying.®?* The committee agrees that an appropriate
oversight body should be established, authorised and resourced to:

e provide policy and strategic direction for the State of Western Australia;
e review all voluntary assisted dying deaths,
e provide community education and resources;

e provide health professional education and resources, including counselling and
advice for practitioners;

e provide a telephone advice line;
e maintain a database of all relevant statistics related to assisted dying; and
e provide an annual report to Parliament.

Reportable deaths

For the purposes of the Coroner’s Act 1996, a death would be a foreseeable death and
specifically regulated in accordance with the voluntary assisted dying legislation. It would
also be reviewable by the oversight body. The view of the WA Coroner is ‘if it is a
reportable death, the coroner needs to make a finding on cause of death and how the
death occurred. A post-mortem examination will be something that the coroner will
want. The extent will simply be dictated by the circumstances’.®?> The Committee agrees
with the coroner in the case of reportable deaths; however, in the Committee’s view an
assisted dying death should not automatically be reportable to the Coroner. In the case
of assisted dying deaths a coronial investigation including a post-mortem examination
should not be required for every assisted death but rather, there should be mandatory

624 Dr Omar Khorshid, President, AMA (WA Branch) Transcript of evidence, 18 May 2018, p. 13.
625 Ms Ros Fogliani, State Coroner for Western Australia, Transcript of Evidence, 1 March 2018, p. 2.
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reporting to the oversight body established to review and regulate voluntary assisted
deaths. In cases where the oversight body has concerns regarding the death; the conduct
of the relevant doctor; or the circumstances of the death, it would be authorised to
report the matter to the Coroner or to the Australian Health Professional Regulation
Agency for investigation as appropriate.

788 The Oregon model requires that doctors report all prescriptions for lethal medications
to the Oregon Health Authority. Together with reporting by the assessing doctors, a
similar system in Western Australia would provide another point of oversight, and a
mechanism for collecting relevant data.

Recommendation 24

The Western Australian Government develop and introduce legislation for voluntary
assisted dying having regard to the recommended framework and following consultation
with the Panel established under Recommendation 21.

789 The following contains the Voluntary Assisted Dying Legislation Framework:

VOLUNTARY ASSISTED DYING LEGISLATION FRAMEWORK

Preamble

The Government should introduce legislation to provide for voluntary assisted
dying.

The legislation should not merely provide a criminal defence to those assisting an
eligible person to die. Nor should it merely provide for a change to prosecution
guidelines relating to the prosecution of those assisting an eligible person to die.
Rather, the legislation should reform the law with a standalone Act that permits
voluntary assisted dying to eligible people in accordance with strict criteria.

The WA Government should establish a panel of experts to consider the
implementation of legislation for voluntary assisted dying, based on the elements
contained in this framework.

Assisted dying

The legislation should provide for self-administration of lethal medication where
an eligible person is physically able to self-administer. In cases where the person
is eligible but physically incapable of self-administration, the legislation should
permit a doctor to administer the lethal medication.

Eligibility
Eligible conditions

The legislation is intended to provide assisted dying for those for whom death is a
reasonably foreseeable outcome as a result of an eligible condition.
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An eligible condition is an advanced and progressive:

a. terminal illness or disease;

b. chronicillness or disease; or

c. neurodegenerative illness or disease,
Where death is a reasonably foreseeable outcome of the condition.
The person’s suffering

The person’s suffering must not be temporary nor able to be treated or remedied
in a manner acceptable to the person. The suffering:

a. must be related to an eligible condition;

b. must be grievous and irremediable;

c. cannot be alleviated in a manner acceptable to the person; and

d. must be subjectively assessed — that is, from the person’s point of view.
Age
The person must be aged 18 years or over.
Capacity

In order to request assisted dying the person must have decision-making capacity
in relation to a decision about voluntary assisted dying.

Residency

Eligibility requires ordinary residence in Western Australia and either Australian
citizenship or permanent residency.

Assessment

Two doctors must assess the person. Either or both doctors can be a general
practitioner and neither doctor is required to be a specialist regarding the person’s
disease or illness. Each doctor must be independently satisfied that:

a. the person is aged 18 or over;
b. the person is ordinarily resident in Western Australia;
c. therequestis voluntary, made without coercion or duress;

d. the person has decision-making capacity in relation to a decision about
voluntary assisted dying;

e. the person has an advanced and progressive: terminal, chronic or
neurodegenerative illness or disease;

f. the person has grievous and irremediable suffering due to the disease or
illness that cannot be alleviated in a manner acceptable to the person; and
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g. death is a reasonably foreseeable outcome of the condition.
Referral for specialist assessment

A person is not required to undergo consultant or specialist assessment except
where either doctor is unable to determine:

a. The precise nature of the disease or illness, in which case they must refer
to a specialist in the relevant area of medicine.

b. Whether the disease or illness is advanced and progressive, in which case
they must refer to a specialist in the relevant area of medicine.

c. Whether death is reasonably foreseeable.

d. Capacity, and/or the absence of coercion, in which case they must refer
to a consultant psychiatrist or a consultant geriatrician as appropriate.

Procedure

A person must make an initial verbal request to a doctor to access assisted dying.
A doctor must include a record that a verbal request has been made in the medical
record. Following this request, providing that the doctor does not personally
object to voluntary assisted dying, they must provide the person with information
regarding:

a. the nature of the disease or illness;
b. the prognosis;

c. any possible curative treatments;
d. any available palliative treatments;

e. the nature, effects and risks of the lethal medication that may be
prescribed; and

f. thatthe person’s consent to assisted dying may be withdrawn at any time.

The person must provide the initial assessing doctor with a signed written request
using a standard template. The written request must be filed with the oversight
body.

The doctor should then carry out the assessment as described above. If satisfied
that the person meets the assessment criteria, the doctor should complete a
standard template referral to a second assessing doctor.

The second assessing doctor must then also carry out the assessment as described
above. The second assessing doctor must then provide the initial doctor with
written advice regarding the outcome of the assessment. The written advice must
be filed with the oversight body.

The initial assessing doctor must inform the person of the results of the
assessment. If both doctors concur that the person meets the assessment criteria,
and the person makes a further verbal request to access assisted dying, the initial
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assessing doctor may provide the prescription for the lethal medication to the
person and must provide instructions on the manner of use.

Timelines for each step in the process should be advised by the expert panel to
ensure integrity in the process without unnecessary delay.
Reflection period

In order to provide a period of reflection a prescription for medication must not
be filled sooner than prescribed under the legislation as determined by the expert
panel.

Personal objection

At the time the patient makes the first verbal request, any doctor with a personal
objection to providing assisted dying must inform the patient of the objection and
offer to refer the patient to a doctor who is willing to provide assistance.

Where a person is an inpatient in a health service unwilling to provide assisted

dying, that service must facilitate timely transfer to another service.

Non-discrimination
Mental illness

A person with a mental illness who meets the eligibility criteria shall not be denied
access to voluntary assisted dying.
Disability

A person with a disability who meets the eligibility criteria shall not be denied
access to voluntary assisted dying.

Medication

The choice of lethal medication for voluntary assisted dying should remain a
clinical decision based on the prescribed list of medications for this purpose. The
WA Government should review current federal laws in relation to scheduling of
medication in Australia, and negotiate with the Federal Government and the
Therapeutic Goods Administration for the use of the best medication(s) for
assisted dying.

Pharmacists dispensing lethal medication(s) must report the dispensing of the
medication to the oversight body.

Death Certification

Where an assisted death takes place it must be noted on death certification
documents.

The WA Government should amend the:
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a.

b.

Medical Certificate Cause of Death — completed by the doctor certifying
cause of death;

Manual Death Registration Form — completed by the funeral director to
register a death; and

The Death Certificate — issued by the Registrar of Births Deaths and
Marriages,

to make provision for the inclusion of voluntary assisted dying as a contributing
cause of death, and to provide guidance for doctors and others who complete
each of the documents.

Oversight

An oversight body must be established to:

provide policy and strategic direction for the State of Western Australia;
review all voluntary assisted dying deaths;
provide community education and resources;

provide health professional education and resources, including
counselling and advice for practitioners;

provide a telephone advice line;
maintain a database of all relevant statistics related to assisted dying; and

provide an annual report to Parliament.

i

MS A. SANDERSON, MLA

CHAIR

229







Appendix One

Inquiry Terms of Reference

On 10 August 2017, the Legislative Assembly agreed to the following resolution —

1. That aJoint Select Committee of the Legislative Assembly and Legislative
Council on End of Life Choices be established.

2. That the Committee inquire into and report on the need for laws in Western
Australia to allow citizens to make informed decisions regarding their own end
of life choices and, in particular, the Committee should —

a) assess the practices currently being utilised within the medical
community to assist a person to exercise their preferences for the way
they want to manage their end of life when experiencing chronic
and/or terminal illnesses, including the role of palliative care;

b) review the current framework of legislation, proposed legislation and
other relevant reports and materials in other Australian States and
Territories and overseas jurisdictions;

¢) consider what type of legislative change may be required, including an
examination of any federal laws that may impact such legislation; and

d) examine the role of Advanced Health Directives, Enduring Power of
Attorney and Enduring Power of Guardianship laws and the
implications for individuals covered by these instruments in any
proposed legislation.

3. That the Joint Select Committee consist of eight members, of whom —
a) four will be members of the Assembly; and
b) four will be members of the Council.

4. The Standing Orders of the Legislative Assembly relating to Standing and Select
Committees will be followed as far as they can be applied.

5. That the Joint Select Committee report to both Houses no later than twelve
months after the Committee has been established.

The Legislative Assembly requested that the Legislative Council agree to a similar
resolution.

On 23 August 2017, the Legislative Council agreed to the Assembly's resolution and the
Committee was thereby established.

231






Appendix Two

Committee’s functions and powers

On 10 August 2017, the Legislative Assembly agreed to the following resolution —

6. That a Joint Select Committee of the Legislative Assembly and Legislative
Council on End of Life Choices be established.

7. That the Committee inquire into and report on the need for laws in Western
Australia to allow citizens to make informed decisions regarding their own end
of life choices and, in particular, the Committee should —

a) assess the practices currently being utilised within the medical
community to assist a person to exercise their preferences for the way
they want to manage their end of life when experiencing chronic
and/or terminal illnesses, including the role of palliative care;

b) review the current framework of legislation, proposed legislation and
other relevant reports and materials in other Australian States and
Territories and overseas jurisdictions;

¢) consider what type of legislative change may be required, including an
examination of any federal laws that may impact such legislation; and

d) examine the role of Advanced Health Directives, Enduring Power of
Attorney and Enduring Power of Guardianship laws and the
implications for individuals covered by these instruments in any
proposed legislation.

8. That the Joint Select Committee consist of eight members, of whom —
c) four will be members of the Assembly; and
d) four will be members of the Council.

9. The Standing Orders of the Legislative Assembly relating to Standing and Select
Committees will be followed as far as they can be applied.

10. That the Joint Select Committee report to both Houses no later than twelve
months after the Committee has been established.

The Legislative Assembly requested that the Legislative Council agree to a similar
resolution.

On 23 August 2017, the Legislative Council agreed to the Assembly's resolution and the
Committee was thereby established.
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Submissions received

1 Mr Laurie Smith OAM JP
2 Dr Anthony Nichols
3 Mr Christopher Davis
4 Mr Michael Perrott AM
5 Mr Richard Egan Defend Human Life!
6 Mr David & Mrs Kay Healy
Mr Henry & Mrs Anneliese
7
Wolton
8 Mr Robert Thompson
9 Sr Francisca Pedrosa
10 Sr Cecilia McKay Isp
11 Closed Submission
12 Ms Susan van Kessel
13 Ms Marion Beard
14 Ms Anne O’Halloran
15 Ms Catherine O’Connor
16 Ms Kathleen Laffan
17 Closed Submission
18 Mrs Julie Howe
19 Mrs Leigh Marvin
20 Ms Elspeth O’Connor
91 Mr Ralph &
Mrs Joan Britto
22 Mr Kevin Rickson
gA Mr Marshall Perron
24 Mr John Barich State President National Civic Council
25 Christians Supporting
Mr lan Wood National Coordinator Choice for Voluntary
25A Euthanasia
26 Mr Matthew Handcock
27 Ms Margo Beilby
28 Mr Nigel Haines
29 Mr Paul Clune
30 Mrs Sherryl Stiles
31 Ms Mary Anne Baljic
32 Mr John Fowler
ng Mr Eric Jas
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sz Mrs Ann Harling
ggA Mrs Imelda Aslett
36
36A Mr Stephen Klomp
37 Mr Francis Donohoe
Dr Kristine Klugman OAM President
38 _ _ _ _ _ Civil Liberties
Mr Bill Rowlings Chief Executive Officer | Australia - WA
Ms Margaret Howkins Director
ng Mr Aldo Becherelli
40 Mrs Maria Parkinson State President Catholic Women's
League of WA Inc.
Mount La Verna
41 Mrs Judith Wallace Chairperson Retirement Village
Inc.
42 Mr Bruce Buchanan
43 Mr Daniel Regnard
44 Mrs Betty Bouwman
45 Mr Keith Anderson
46 Ms Marina Re Chief Executive Officer Identitywa
47 Mr Michael Rose
48 Mr Darryl Shirt
49 Ms Norma Ryan
50
Mr Graham-John Farmer
50A
51 Mr Peter Djekil
52 Ms Eugenia Willock
53 Rev Dr Joseph Parkinson Director L} Goody Bioethics
Centre
54 Ms Lorna MclLean
55 Ms Marcelle van Soest
56 Ms Ailsa Rice
Ms Christine Foulkes-
57
Taylor
58 Closed Submission
59 Ms Toni Collinge
60 Mr Abram & Ms Thea
Ziegelaar
61 Mr Murray Hindle
62 Mr/s B W Parry
63 Mrs Louise Barker
64 Mr Paul Forrestal
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65 Dr Felicity Haynes
66 Ms Sally Wylie
67 Mr Mervyn Stokes
68 Mr Ray ¢ Miller
69 Closed Submission
70 Mr Willem Groenewold
71 Ms Patricia Welling
72 Ms Pauline Hinton
73 Ms Jenny Costigan
74 Mr Paul Ruys
75 Mr Charles &

Ms Deborah Leonard
76

Mr Luigi Rosolin
76A
77 Ms Lesley Dowling
78 Ms Pamela Gaunt
79 Closed Submission
80 Miss Annette Sutton
81 Mr John Iriks
82 Mr Michael Shanahan
83 Closed Submission
84

Mrs Carol Wren
84A
85 Ms Linda Williams
86 Mrs Chris Mounsey
87 Mr Ellen Leembruggen
88 Mr Kevin Wringe
89 Mr Adrian Price
90 Ms Tracy Skippings
91 Ms Wilma Brass
92 Mr Iwan Boskamp
93 Ms Colleen Smith
94 Ms Dinny Laurence
95 Ms Elisabeth Bosveld
96 Ms Janette Huston
97 Ms Rosemarie Powell
98 Mr Vincenzo Monterosso
99 Ms Rosalind Rennie
100 Ms Carol O’Neil WA Chapter Leader Exit International
101 Em Prof Chilla Bulbeck
102 Mrs Anne Smithdale
103 Ms Jackie Curtis
104 Ms Stephanie Woods
105 Mr John Pascoe

237




Appendix Three

Mr Andrew & Ms Jody van

106 Burgel
107
Ms Grace Gordon
107A
108 Mrs Pat De San Miguel
109 Ms Tara Slobe
110 Mr Chris Kim
111 Mr Bryant De Vos
112 Ms Gabbi Gamblin
113 Mr David Stock
114 Mr Terence Flanagan
115 Mr Johannes Herrmann
116 Mr Dunstan Hartley
117 Mr Peter Walkemeyer
118 Mr Tony Kelly
119 Ms Brigitte Klebba
120 Most Rev Timothy Roman Catholic
Costelloe Archbishop of Perth
121 Ms Marilyn Rainier
122 Ms Kara-Leigh Visser
123 Ms Anne Marie Gregory
124 Ms Mariska den Boer
125 Ms Christina Pleiter
126 Mr James Mumme
127 Mr Jacob den Boer
128 Mr Marinf) & Ms Carolyn
Benvenuti
129 Mrs Marguot Scott
130 Ms Gail Jones
131 Ms Pam Metropolis
132 Ms Margaret Boulger
133 Closed Submission
134 Ms Kim Dodwell
Mr Simon &
135 Ms Sue Stewart
136 Ms Elaine Buchan
137 Ms Lesley Barker
138 Mrs Eleanor Sgherza
139 Mr Martin Zydek
140 Mrs Susan Regnard
141 Dr Philip Nitschke Founder & Director Exit International
142 Mr Russell Ring
143 Ms Josie Brown
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144
Ms Joan F Knuppe
145 Mr Donald Paterson
146 Mr Octo Moniz
147 Mrs Eileen Pedrotta-
Parsons
148 Dr Kathleen Jordan
149 Mr David & Ms Elizabeth
Thackrah
150 Ms Pamela Le Page
Catholic Ministry with
151 Fr Paul Pitzen Chaplain Deaf.and Hard of
Hearing People of
Western Australia
152 Dr Charles Slack Family Council of WA
153 Mr Will Hepburn
154 Mr Gerrit & Mrs Karina
Ballast
155 Mr Keith Morris
156 Mr Adrian Hordyk
157 Closed Submission
158 Ms Gillian Henderson
159 Mr Ronan McGinniss
160 Mr Ashley Foster
161 Mr/s B Lawrence
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177
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179 Mr Dongwoo Oh
180 Dr Katrina Haller Right to Life Australia
181 Mr Geoff Kiernan
182 Mr Gary Beilby
183 Ms Emily McKenna
184

Mr Colino Gomes
184A
185 Mr Peter Cullender
186 Ms Jo Waite
187 Mrs Sharyn Doyle
188 Ms Eileen Brown
189 Mr Harold Burdon
190 Mr Kevin Hogan
191 Mr Patrick Reid
192 Ms Elizabeth Busuttil
193 Mr George Arthur
194 Ms Elizabeth Arthur
195 Ms Elizabeth Bartell
196 Mr Graham Rose
197 Miss Amanda Fimister
198 Ms Janice Watkins-Saxon
199 Ms Kathryn Coulson
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202 Mr Ronald Cassels
203

Mr Giovanni Georgiades
203A
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205
205A | Mr Michael Astle
205B
206 Ms Eva Lenz
207 Ms Hendrina Mulder
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209 Mrs Gaye Matthews
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210A
211 Ms Mary Rath
212 Dr Tim Coyle
213 Mr Derek Bruning
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216 Dr John Hayes
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219 Mrs Beverley Macri
220 Ms Lois Anderson
221 Mrs Deirdre Lyra
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223 Mr Hugh Girod
224 Closed Submission
225 Mrs Janet Sigsworth
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Mullins
231 I\/!r Ga.etano & Ms Robyn
D’Aprile
232 Ms Michelle Mattner
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235 Mr Gordon Gudgeon
236 Mr Steve & Ms Helen
Terpstra
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Lumsden
238
Mr Shane Shenton
238A
239 Mr Martin Oldenburger
240 Ms Nicole Summers
241 Ms Joyce Michael
242 Ms Shaw Cheong
243 Mr Andrew Pratt
244 Mrs Cheryl Barich
245 Mrs Joy & Mr Rigo Tidow
246 Mrs Jane Cassels
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248 Ms Phyllis Weldon
249 Mr Michael Menezes
250 Ms Mary Burke
251 Mr Kevin Adair
252 Ms Lynne Wilding
253 Ms Wendy Stanford
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255 Closed Submission
256 Ms Maria Prinsloo
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B Iton Hospi
564 Ms Jenny Monson Chairperson ussetton Hospice
Care Inc.
565 Dying with Dignity
Western Australia
Disciples of Jesus
566 Mr Daniel O’Connor Covenant Community
Perth
567 Mr Michael Robinson
568 Ms Pauline Bagdonavicius Public Advocate Office of the Public
Advocate
569
Dr Pam Williams
569A
570 Closed Submission
571 Ms Maria Dijkstra
572 Mr Arie Hordyk
573 Ms Rachel Graziani
Health and Disability
574 Ms Sarah Cowie Director Services Complaints
Office
575 Mr Ed & Ms Jacinta Schoof
576 Ms Emma Rose
577 Ms Suzanne Greenwold Chief Executive Officer Catho“F Health
Australia
578 Dr Eihab Boulos
579
Ms Cathryn Julius
579A
580 Ms Amy Harry
581 Mr David Rowsome Prayer Co-ordinator The Canperra
Declaration
582 Ms Carina Schutte
583 Mr Johnannes Leendert
van Burgel
584 Ass Prof Meredith Blake &
Dr Craig Sinclair
585 Ms Bernadette Brady Ex.ecu.Jtlve Manager Catholic Homes WA
Mission
Mr Philip & Ms Vanna
>86 Smith
MrT H th AO Board Chai
587 r ony Howar ?ar a|rr;1.an| St John of God Health
Dr Alison Parr D|re.ctor Medica Care Inc.
Services
588 Mr Jacob Bergsma
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Mr Peter Choo

589 Dr Ashwini Davray
590 Mr Jim VanderPlas
591 Mr Lyle Shelton Managing Director Australian Christian
Lobby
For the Bishops
Commission for
597 Most Rev F’eter A Bishop of Broken Bay Ffamily, Yout.h and
Comensoli Life, Australian
Catholic Bishops
Conference
593 Mr Eric Miller
594 Ms Jenni Del Marco
595 Mr Gerald & Ms Carolyn
Den Boer
596 Mr Reinier Dorgelo
597 Ms Tina Jack
Ministry
Ms Donna Ryder
599 Mrs Meta Van Der Plas
600 Mr Harley Dekker
601 Mr Reuben Kroeze
Mr Ludwig Minelli & -
602 Mr SiIvan%_uIey Dignitas
603 Mr Carl Vermeulen
604 | Mr Ashley Reid Chief Executive Officer | C2ncer coundil
Western Australia
605 Mr Andrew Del Marco
606 Dr Alice Phua
607 Mr Gerrit &
Mrs Allegonda van der Wal
608 Mr Daniel Hewitt
609 Ms Agnes McKay
. . University of Notre
610 Prof Celia Hammond Vice Chancellor .
Dame Australia
611 Dr Christopher H Chief Executive Officer | Silver Chain
McGowan
612 Mr Derek Boylen
613 Mr Brendon Falzon
614 Mr David Cameron
615 Ms Hazel Dorville
616 Dr David Russell-Weisz Director General Department of Health
617 Mr Adrian Bertino-Clarke
618 Ms Gwen Anderson
619 Dr Christine &
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620 Mr Sunny Miller
621 Mr Trevor Harvey
622 Mr Eric Natta
623 Ms Heidi Rebecca
624 Mr Johnson Kitto
625 Mr Anthony Porrins
626 Ms Margaret Sing President Dying W.Ith Dignity
Tasmania Inc.
627 Mr Anthon Souman
628 Ms Sandy May
629 Mr Chester Wilson
WA Palliative
630 Dr Kevin Yuen Chair Medicine Specialist
Group
631 Mr Christopher McDonald
632 Ms Helena Coles
633 Closed Submission
634 Ms Elima Sykes
635 Mr Warnar Spyker
636 Mr Leon Yeap
637
Mr David Somerville
637A
638 Ms Brenda Harvey
639 Ms Rhonda Parker Chief Executive Officer | Alzheimers WA
640 Mr Bill MacRae Moderator Braemar Presbyterian
Mr Wayne Belcher OAM Chief Executive Care
The Royal
641 Dr Catherine Yelland PSM Australasian College
of Physicians
642 Mr Neil Francis DyingforChoice.com
643 Ms Mary Aerts
644 Mr Jeremy Ervine
645 Dr Sean Monahan
646 Ms Marion Hayman
Mr Colin &
647 Mrs Kathleen Mitchell
648 Dr Richard Lugg Environmental Health
Consultant
649 Ms Noeline Carlson
650 Mr John Foy
651 Ms Gail Carbone
652 Ms Iris Gulley
653 Ms Pauline Allnutt
654 Closed Submission
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Chief Psychiatrist of

655 Dr Nathan Gibson Western Australia
656 Ms Margaret-Anne Jude
657 Mr Michael Archer
658 Mr Mark Teale Executive Officer COTA WA
659 Mr Bob Stanley
660 Mr Ron Chalmers
661 Mr/s J Huxtable
662 Ms Roberta Gripton
663 Mr Lachlan Mills
664 Mr Hugh Richardson
665 Closed Submission
666 Ms Barbara Paterniti
667 Mr Edmund Wall
668 Mr Richard Elphick
669 Ms Felicity Mitchell Pol!cy and Engagement Carers Australia WA
Officer
Aboriginal Legal
670 Mr Dennis Eggington Chief Executive Officer | Service of Western
Australia Limited
671 Ms Eritia Bax
672
Ms Mandy Powrie
672A
673 Mr Mark Weaver
Prof Meera Agar President The Australian and
674 New Zealand Society
Ms Simone Carton Chief Executive Officer | ¢ palliative Medicine
675 Mrs Amanda Ross
Aboriginal Health
676 Mr Des Martin Chief Executive Officer | Council of Western
Australia
677 Ms Aida Barbosa
678 | Mr Stephen Duckett Director, Health GRATTAN Institute
Program
People with
Ms Samantha Jenkinson Executive Director Disabilities Western
Australia
679 Australian Federation
Mr Ross Joyce Chief Executive Officer | of Disability
Organisations
680
680A | Mr David Foletta
680B
681
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The Hon. Greg Donnelly,

Parliament of New

681A MLC South Wales
682 Mr William Philip
683 Mrs Rosemary Lorrimar
. Chief Operating Officer
Ms Mel Vv
> Vielissa vernon — Strategy and Reform
wovaresacer | B b
684 g Y WA Country Health
Executive Director Service
Ms Margaret Denton Public Health and
Ambulatory Care
Mr Jeffrey Moffet Chief Executive
685 Dr Omar Khorshid President Austrz.alla.n Medical
Association WA Inc.
686 Closed submission
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Public hearings

Organisations

Position ~ Organisation

Palliative Care Clinical

Dr Keiron Bradley Leave — WACPCN

Ms Amanda Program Manager,

Bolleter Palliative Care
Acting Manager,

Mr Luke Hays Purchasing and

Contracting

Executive Director,

Mrs Marie Baxter Nursing and Midwifery,
WACHS

Director, Nursing and
Midwifery, WACHS —
South West

Medical Oncologist and
Co-Director, WACPCN

13 December
2017 - Five Mrs Marion
sessions Slattery

WA Health

Dr David Ransom

Mr Kim Greeve Project Officer, WACPCN
Professor Gary Chief Medical Officer
Geelhoed
Clinician, Consultant
Dr Lisa Miller Liaison Psychlat.rls.t in
Cancer and Palliative
Care, WACPCN
Royal Australian
14 December Dr Timothy Koh Chair College of General
2017 -
Practitioners
14 December | Mrs Grace Committee Member Palliative Care
2017 Buchanan Nurses Australia
Professor Keith Chief Advisor, Public
14 December | Evans Policy Silver Chain Group
2017 Mr Mark Cockavne General Manager, Heath
¥ Care WA
Ms Lana Glogowski | Executive Director
Dr Elissa Campbell President
14 December | Ms Caitlin Calcutt Project Ofﬂse.r Palliative Care WA
2017 Nurse Practitioner,

Ms Natalie Panizza Palliative Care, Royal
Perth Hospital

14 December
2017 and 28 Dr Nathan Philips Chief Psychiatrist
February 2018

Office of the Chief
Psychiatrist
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Date

Name

Position

Organisation

26 February
2018

Mr Paul Coates

Chief Executive Officer

Carers WA

26 February
2018

Associate Professor
Meredith Blake

Legal Researcher

Dr Craig Sinclair

Research Fellow

University of
Western Australia

26 February

Professor Lindy
Willmott

Legal Academic

Australian Centre for
Health Law Research,
Faculty of Law,

2018

Mr Wayne Belcher

Chief Executive Officer

Professor Ben Legal Academic Queensland
White University of
Technology
26 February Dr Richard Lugg Member Doctors for Assisted
5018 Dr Peter Beahan Member Dying Choice
Dr Roger Paterson Psychiatrist, Member
27 February Braemar

Presbyterian Care

27 February
2018

Dr Anil Tandon

Chairman / Palliative
Care Medical Specialist,
Sir Charles Gairdner
Hospital

Dr Mary McNulty

Palliative Care Medical
Specialist, Sir Charles
Gairdner Hospital

WA Palliative
Medicine Specialist
Group

Office of the Public

27 February Ms Pauline Public Advocate Advocate,
2018 Bagdonavicius Department of
Justice
Ms Marina Re Chief Executive Officer
27 February Mrs Gaye Identity WA
2018 y Individual ¥
Matthews

27 February
2018

Mr Chris Dawson

Commissioner of Police

WA Police Force

Miss Amanda
Forrester, SC

Director of Public
Prosecutions

Officer of the
Director of Public
Prosecutions

27 February
2018

Ms Samantha
Jenkinson

Executive Director

People with
Disabilities WA

Mr Ross Joyce

Chief Executive Officer

Mr Patrick McGee

National Manager,
Policy Research
Advocacy

Australian Federation
of Disability
Organisations
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28 February
2018

Ms Natalie Joseph

Position
Manager, Clinical
Services

Ms Bernadette

Executive Manager,

Organisation

Catholic Homes WA

Brady Mission

Mrs Suzanne . . Catholic Health
Chief Executive .

Greenwood Australia

Mr John Fogarty

Executive Director

Dr Alison Parr

Director Medical
Services, Palliative
Medicine Consultant

St John of God
Health Care

28 February
2018 and 18
May 2018

Dr Omar Khorshid

President

Dr Katharine
Noonan

Policy and Research
Lead (Clinical)

Australian Medical
Association

28 February
2018

Mrs Charlotte
Wallace

Delegate of Justice
Jeremy Curthoys

State Administrative
Tribunal of Western
Australia

28 February
2018

Mr Chad Edwards-
Smith

Head of Medical
Defence Services

Ms Georgie
Haysom

Head of Research,
Education and Advocacy

Avant Mutual

28 February
2018

Dr Elizabeth Moore

Branch Chair

Ms Zoe Carter

Policy Officer

Western Australian
Branch, Royal
Australian and New
Zealand College of
Psychiatrists

1 March 2018

Ms Rosalinda
Fogliani

State Coroner of
Western Australia

Mr Gary Cooper

Principal Registrar

Coroner’s Court of
Western Australia

1 March 2018

Professor Wendy
Erber

Executive Dean

Associate Professor
Kirsten Auret

Academic in Palliative
Care

Faculty of Health and
Medical Sciences,
University of
Western Australia

Ms Jennifer Chief Executive Officer )
Lawrence Brightwater Care
1 March 2018 General Manager Grou
Ms Janet Wagland Vianager, P
Community
Medical

2 March 2018

Professor Max
Kamien

Practitioner/Emeritus
Professor of General
Practice, University of
Western Australia

Dr Alida Lancee

Medical Practitioner

Dr lan Catto

Medical Practitioner

Doctors for Assisted
Dying Choice
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2 March 2018

Mr Andrew Hirst

Position
Executive Officer

Mrs Karen Smart

Palliative care
researcher/
Chairperson

Professor Samar
Aoun

Palliative care
researcher/Vice
President

Ms Janice Taylor

Past Carer/Secretary

Organisation

Motor Neurone
Disease Association
Western Australia

Dr Robert Edis

Neurologist

Sir Charles Gairdner
Hospital/Perron
Institute Motor
Neurone Disease
Clinics

2 March 2018

Dr Lachlan Dunjey

General Practitioner/
Convenor

Medicine with
Morality

2 March 2018

Mr Mark Teale

Chief Executive

Council on the
Ageing WA (Inc)

2 March 2018

Mrs Ronda Clarke

Outreach Services
Project Officer

Ms Mel Shelly

Manager, Policy and
Strategy

Aboriginal Health
Council of Western
Australia

8 March 2018

Reverend Margaret
Court

Minister

Reverend Belinda
Dover

Minister/Consultant

Victory Life Centre

Joseph Parkinson

Mr Cameron
Legal Practitioner Eastwood Law
Eastwood
Archbisho Catholic Archbisho
. P Archbishop P
Timothy Costelloe of Perth
8 March 2018 - -
Reverence Dr . LJ Goody Bioethics
Director

Centre

8 March 2018

Mr Laurence Van
der Plas

Research Officer

Mr Robert Van der
Linde

Chairman

Association for
Reformed Political
Action

8 March 2018
and 9 April
2018

Mr Silvan Luley

Board member

Mr Ludwig Minelli

Founder and board
member

Dignitas — To live
with dignity — To die
with dignity

8 March 2018

Miss Johanna Banks

Research Officer

Mr Dwight Randall

President

Coalition for the
Defence of Human
Life

8 March 2018

Rabbi David John
Freilich

Emeritus Chief Rabbi

Perth Hebrew
Congregation and
Western Australia

9 March 2018

Reverend Ashley
Saunders

National Director

FamilyVoice Australia

9 March 2018

Reverend Peter
Abetz

WA State Director

Australian Christian
Lobby
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9 March 2018 | Mr Richard Egan Research Officer Defend Human Life!
9 March 2018 | Mr Peter O’Meara President Right .to .Llfe
Association WA
. . . Professional Medical . .
9 April 2018 Mr Neil Francis and Social Researcher DyingForChoice.com
13 April 2018 Dr Phillip Nitschke Director Exit International
. Medical Practitioner and | Dying with Dignity
13 April 2018 Dr Rodney Syme Vice President Victoria
13 April 2018 Mr Andrew Denton | Founder/Director Go Gentle Australia
Mr M Hindl Presi - - —
13 April 2018 r Murray Hindle .re5|dent. Dying with D|gn|jcy
Mr Stephen Walker | Vice President Western Australia
. . Christians Supporting
13 April 2018 Mr lan Wood National Coordinator Choice for Voluntary
and Spokesperson .
Euthanasia
30 April 2018 Dr Brien Hennessy Head of Anaesthesia Sir Charles Gairdner
Department Hospital
University of Notre
1 May 2018 Professc'>r Margaret Professor of Bioethics Dame Australia,
Somerville
Sydney
Dr Keiron Bradley Clinical Lead — WACPCN
Ms Amanda Program Manager —
Bolleter WACPCN
Clinical Professor Acting Chief Medical
David Forbes Officer Department of
18 May 2018
y Mrs Marion Director, Nursing and Health
Slattery Midwifery, WACHS
Executive Director,
Mrs Marie Baxter Nursing and Midwifery,
WACHS
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Individuals

Date

Name

Postion

1 March 2018 Professor Michael Quinlan Consultant General Physician
7 March 2018 Ms Maria Rosa Private citizen
Mr Kathleen Trendall Senior citizen
7 March 2018
arc Mrs Patricia Marshall Retired public servant
Mrs Irene Montefiore Co-convenor, Death Cafe
7 March 2018 ’
are Ms Tracy Endersby Nurse
7 March 2018 Ms Jenny Rickerby Private citizen
Senior Palliative Care Specialist,
. WA Faculty of Medicine and Health
March 201 Prof D B
9 March 2018 rofessor Doug Bridge Sciences, WA Country Health
Services; Royal Perth Hospital
5 April 2018 Dr Alida Lancee General Practitioner
Mrs Esther Humble
5 April 2018 Private citi
pri Mr Matthew Humble rivate citizens
. . Personal and Project Officer,
9 April 2018 Ms Cait Calcutt Palliative Care WA
13 April 2018 Mr Marshal Perron Fo.rmer MP' Northern Territory/
Private citizen
30 April 2018 Mrs Grytsje Doust Private citizen
Mr William Spanbroek
April 201 Pri iti
30 April 2018 Mrs Katherine McBarron rivate citizens
30 April 2018 Mr Warnar Spyker Private citizen
30 April 2018 Mr Nigel Haines Private citizen
30 April 2018 | Dr John Hayes Member, Palliative Care WA/
Private citizen
30 April 2018 Mr John Ireland Private citizen
30 April 2018 Ms Gillian Henderson Private citizen
Ms N F
1 May 2018 > -oreen ynn Private citizens
Ms Lisa Brumley
1 May 2018 Ms Marcelle van Soest Private citizen
1 May 2018 Mrs Beverley Macri Private citizen
Mrs Margaret Beilb
1 May 2018 Dr Gary Seilby oy Private citizens
1 May 2018 Mr William Philip Private citizen
1 May 2018 Mr Michael Walker Private citizen
Mr Paul Byl . .
1 May 2018 Mrs Lisa Byl Private citizens
1 May 2018 Mr Bruce Buchanan Private citizen
Mr Andrew Vermeulen
1 May 201 Pri iti
ay 2018 Mrs Hennie van der Schaaf rivate citizens
1 May 2018 Dr Megan Best Palllatlvg Care Physician and
Academic
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Advance care planning across Australia - advance health directives and enduring guardians

Are there advance

directives?

Can a person appoint an enduring
guardian or medical treatment decision-

Relevant
Legislation

Features

Western
Australia

Yes — Advance
Health Directive —
both statutory and
common law
directive

maker?

Yes — Enduring Guardian.

With the same functions as a plenary
guardian, unless limited by the power.
Note: A plenary guardian is akin to a
parent and (in relation to medical
treatment) has power to make a
treatment decision for the represented
person. Certain treatment decisions not
authorised (e.g. sterilisation)

Parts 9A & 9B
Guardianship and
Administration Act
1990 (WA)

Enduring guardians and AHDs introduced with
the hierarchy of decision makers in 2008 — they
provide for decision making when a person
lacks treatment decision-making capacity.

South Australia

Yes —Advance Care
Directive — both
statutory and
common law
advance directive

Yes — formerly an Enduring Guardian —
now an appointment of substitute
decision-maker/s via an Advance Care
Directive.

With power to make decisions in respect
of health care.

Previously section
25 Guardianship
and Administration
Act 1993 provided
for enduring
guardian.

Relevant legislation
is now Advance
Care Directives Act
2013 (SA)

The Advance Care Directive provides for the
appointment of substitute decision-maker/s;
statements of values and wishes to guide
future health care; and binding refusal/s of
health care in particular circumstances. The
Advance Care Directive replaces an Enduring
Power of Guardianship
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See especially parts
. .. 2 & 3 Medical
Yes - a ‘medical treatment decision-maker’ .
. Treatment Planning . . .
However, an enduring power of attorney .. The Medical Treatment Planning and Decisions
. . .. and Decisions Act .
(with medical treatment decisions) or a . Act 2016 commenced in March 2018 and deals
Yes — statutory oo 2016 (Vic) . . .. .
Refusal of Treatment Certificate made . with medical treatment decision-making. It
Advance Care . L . Note: this Act . S
. . . under the previous legislation, which are introduced advance care directives and a
Victoria Directive and . . . repealed the . . . .
in force immediately before 12 March . supported decision-making regime. This
common law . Medical Treatment . ) .
o 2018, still operate unless revoked or cease . enables a ‘support person’ to be appointed to
directive . ) Act 1988 (Vic) and .
to be effective (in accordance with the support the person to make medical treatment
revious Act) amended the decisions
P Powers of Attorney '
Act 2014 (Vic)
The Tas Department of Health and Human
services suggests a template form for a
. . common law advance directive to complete an
Yes — enduring guardian. S .
. . . advance directive — the form also states that if
With power to consent to any health care | Part 5 Guardianship .
. Yes — common law . . . . a person lacks capacity to understand and
Tasmania that is in the best interests of the and Administration .
only complete the form a legally appointed
represented person and to refuse or Act 1995 (Tas) . . . S
. enduring guardian or ‘person responsible’ can
withdraw consent to any such treatment. .
complete the form on their behalf. It would
then operate more as an advance care plan,
rather than a binding directive.
NSW Health has developed a template guide
for a common law advance directive that
Yes — Enduring Guardian. . . includes information about dying and
New South Yes — common law . & . Part 2 Guardianship . . . . ying .
With power to decide the health care that directions for medical care, including CPR,
Wales only . . . Act 1987 NSW . - e s .
the person (appointor) is to receive. artificial ventilation, artificial feeding, renal
dialysis and organ and tissue donation.
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Yes — statutory

Yes — Enduring Power of Attorney.
With power to do anything in relation to
health matters but does not include

Powers of Attorney

QUT End of Life Law Australia notes that
common law advance directives were intended

ueensland . . to have legal effect in Qld but the wording and
Q AHD only special personal or special health matters | Act 1998 (Qld) ve leg I Q .u . W . "8
. . . L structure of the guardianship legislation
(e.g. withholding or withdrawing life- .
. removed their legal effect.
sustaining measures)
The statutory Health Direction takes effect on
Yes — an Enduring Power of Attorney. Medical Treatment | signing. A person does not have to have lost
. Yes — statutory . .. . . ) . .
Australian L With power to make decisions about (Health Directions) capacity. However, if a person has capacity
. Health Direction . . S .
Capital health care matters but not special health | Act 2006 (ACT) health professionals must provide information
. and common law I S -
Territory advance directive care matters (e.g. sterilisation, Powers of Attorney | and decide if the person still holds the same
termination of pregnancy, ECT) Act (2006) (ACT) wishes.
The NT Advance Personal Plan allows an
individual to make legally binding Advance
Consent Decisions about future health care;
together with statements about views, wishes
Yes — statutor and beliefs in relation to future health,
y . . Advance Personal financial or lifestyle matters and to appoint
Advance Personal | Yes - the person may appoint a substitute . . .
Northern .. . Planning Act 2013 substitute decision-maker/s.
. Plan and common | decision-maker in an Advance Personal . .
Territory (NT) A statement in the Advance Personal Plan is
law advance Plan . .
directive considered to be an Advance Consent Decision

if it provides consent or refuses consent to
health care or it would be reasonable to
conclude from the statement that the person
would or would not want the health care, in
the circumstances
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Legislative reform attempts in Australia

Date Where
isdicti Who |
Jurisdiction Introduced o Introduced Introduced
Euthanasia Laws 3 March :'XES?:!TIZT] Senate
(Repeal) Bill 2004 2004
Democrats)
Australian Territories Bob Brown
. 8 February .
Rights of the 2007 (Australian Senate
Terminally 1l Bill 2007 Greens)
R|ght§ of the Bob Brown
Terminally Il 14 February (Australian Senate
(Euthanasia Laws 2008 Greens)
Repeal) Bill 2008
gt (volontary. | 7 Bob Brown
& . y September (Australian Senate
Commonwealth Euthanasia 2008 Greens)
Legislation) Bill 2008
R ing Terri
?storlng erritory 29 Bob Brown
Rights (Voluntary .
Euthanasia September (Australian Senate
2010 Greens)

Legislation) Bill 2010
Restoring Territory

Richard Di Natale

Rights (V(?Iuntary 26 November (Australian Senate
Euthanasia 2012 Greens)
Legislation) Bill 2012
Restoring Territory David Leyonhjelm
Rights (Assisted 2 December (Liberal Senate
Suicide Legislation) 2015 Democratic
Bill 2015 Party)
Voluntary and Natural Michael Moore Legislative
Death Bill 1993 16 June 1993 (Independent) Assembly
Medical Treatmfent 20 Michael Moore Legislative
(Amendment) Bill September (Independent) Assembl
1995 1995 P y
Medical Ti
Australian (A?;j;i:m;enign;ﬁrt 19 February Michael Moore Legislative
Capital Territory 1997 1997 (Independent) Assembly
Euthanasia Michael Moore Legislative
Referendum Bill 1997 18 June 1997 (Independent) Assembly
24
Crimes (Assisted September Michael Moore Legislative
Suicide) Bill 1997 1927 (Independent) Assembly
Elisabeth Kirkb
New South Voluntary Euthanasia sabe . Irkoy Legislative
. 15 May 1997 | (Australian .
Wales Referendum Bill 1997 Council

Democrats)

267



Appendix Six

Rights of the 29 November I(;Tjsctcr)laqltie:n Legislative
Terminally 1l Bill 2001 | 2001 Council
Greens)
Notice of
Voluntary Euthanasia | Motion 9 lan Cohen Legislative
Trial (Referendum) April 2002 (Australian Coguncil
Bill 2002 (No First Greens)
Reading)
Voluntary Euthanasia | 17 lan Cohen Legislative
Trial (Referendum) September (Australian Coguncil
Bill 2003 2003 Greens)
Notice of
Rights of the MoFlon 30 lan Coh?n Legislative
Terminally Il Bill 2003 | ~*Pril 2003 (Australian Council
v (No First Greens)
Reading)
Notice of
Rights of the Motion 22 Cate Faéhrmann Legislative
Terminally Ill Bill 2010 September (Australian Council
v 2010 (No Greens)
First Reading)
Notice of
Rights of the Motion 19 Cate Fae.hrmann Legislative
. . October 2010 | (Australian .
Terminally Ill Bill 2010 . Council
(No First Greens)
Reading)
Cate Faehrmann
Rights of the . Legislative
Terminally Il Bill 2013 2 May 2013 (Australian Council
Greens)
Rights of the 22 February ?QZLS:;S Eebrg:)ar: Legislative
Terminally Ill Bill 1995 | 1995 Assembl
Northern inatly ! Party) y
Territor imi i
Hn criminal C.ode 18 February John Ba{ley Legislative
(Euthanasia) 1998 (Australian Labor Assembl
Amendment Bill 1997 Party) y
. John Quirke
Voluntary Euthanasia | 9 March (Australian Labor House of
Bill 1995 1995 Assembly
Party)
Voluntary Euthanasia | 6 November ?:J‘;;Ti\g‘ Labor Legislative
Bill 1996 1996 Council
Party)
Voluntary Eutha.na5|a 6 November Sandra Kanck Legislative
(Referendum) Bill 1996 (Australian Council
1995 Democrats)
Dignity in Dying Bill 14 March (S:SSt:ZE::Ck Legislative
2001 2001 Council
Democrats)

Dignity in Dying Bill 15 March Bob Such House of
2001 2001 (Independent) Assembly
L . . Sandra Kanck N
Dignity in Dying Bill 8 May 2002 (Australian Leglsla.tlve
2002 Council

Democrats)
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Dignity in Dying Bill 26 March Bob Such House of
2003 2003 (Independent) Assembly
Dignity in Dying Bill é:ptember Bob Such House of
2003 2003 (Independent) Assembly
Dignity in Dying Bill 16 February Bob Such House of
2005 2005 (Independent) Assembly
Voluntary Euthanasia | 14 March Bob Such House of
Bill 2006 2007 (Independent) Assembly
Voluntary Euthanasia Bob Such House of
Bill 2007 31 May 2007 (Independent) Assembly
Voluntary Euthanasia | 16 October Bob Such House of
Bill 2008 2008 (Independent) Assembly
South Australia [ consent to Medical
Treatment and
Palliative Care 12 November :\:22;23?:” Legislative
(Voluntary 2008 Council
. Greens)
Euthanasia)
Amendment Bill 2008
Voluntary Euthanasia Bob Such House of
Bill 2010 24 June 2010 (Independent) Assembly
Consent to Medical
Treatment and 16 Stephanie Key House of
Palliative Care (End of | September (Australian Labor Assembl
Life Arrangements) 2010 Party) ¥
Amendment Bill 2010
Consent to Medical
Treatment and 29 Mark Pamell Legislative
Palliative Care (End of | September (Australian Coguncil
Life Arrangements) 2010 Greens)
Amendment Bill 2010
Criminal Law
Consolidation Stephanie Ke
(Medical Defences — 10 March (Aqu)traIian Laybor House of
End of Life 2011 Party) Assembly
Arrangements) ¥
Amendment Bill 2011
Voluntary Euthanasia | 1 March Bob Such House of
Bill 2012 2012 (Independent) Assembly
Ending Life with 7 February Bob Such House of
Dignity Bill 2013 2013 (Independent) Assembly
E?dr:?tg LBI|fIT “V\\Illct)hz) 31 October Bob Such House of
gntty ’ 2013 (Independent) Assembly
2013
Nicholas McKim
Dyi ith Dignity Bill H f
zgg;g with Dignity BIll | 56 May 2009 | (Australian A;)suesrilsly
Tasmania Greens)
Voluntary Assisted 26 Larissa §|dd|ngs House of
Dying Bill 2013 September (Australian Labor Assembly
2013 Party)
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Nicholas McKim

(Australian
Greens)
Medical Treatment Colleen Hartland Legislative
Victoria (Physician Assisted 28 May 2008 | (Australian Coguncil
Dying) Bill 2008 Greens)
Voluntary Euthanasia | 16 October &ZZ;;?:: Legislative
Bill 1997 1997 Council
Democrats)
Voluntary Euthanasia | 20 August (NAour::r;(IEi!alxlr:I Legislative
Bill 1998 1998 Council
Democrats)
Voluntary Euthanasia Norm Kelly Legislative
. y 10 May 2000 | (Australian gisia
Bill 2000 Council
Western Democrats)
A li
ustraia Voluntary Euthanasia | 19 October (NAour::r;(IEi!alxlr:I Legislative
Bill 2000 2000 Council
Democrats)
Voluntary Euthanasia 18 Robin Chapple Legislative
Bill 2002 September (Australian Council
2002 Greens)
. Robin Chapple .
Voluntary Euthanasia . Legislative
Bill 2010 20 May 2010 | (Australian Council
Greens)
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Summary of other models

Appendix Seven

Victoria

Northern
Territory

Washington
State

Vermont

California

Belgium

Netherlands

Minimum age 18 18 18 18 18 18 18 None None
Residency o = o o = o o & &
requirement
No. An advance No. An advance
. directive written | directive written
Capacity
' ™ [} M [} ) o} [} when a person when a person
requirement . .
had capacity can | had capacity can
be acted upon. be acted upon.
A person must
be dying as a o o o o o o o = =
result of the
condition?
6 months
Time frame for Natural death is ::irnnc}li:iiln' 12
. reasonably ’ None 6 months 6 months 6 months 6 months None None
prognosis months
foreseeable. .
neurodegenerati
ve diseases.
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Canada

Victoria

Northern
Territory

Oregon

Washington

State

Vermont

California

Belgium

Netherlands

Is pain and/or

Yes. Grievous

Yes. Enduring

Yes. Severe pain

Yes. A medically
futile condition
of constant and

Yes. Suffering

suffering and and unbearable . No No No No unbearable must be lasting
required? irremediable. suffering. or suffering. physical or and unbearable.
mental
suffering.
Mental illness
alone does not ] | v | ] | o =
satisfy eligibility
criteria
Disability alone
does not satisfy | | 4] | | | | [x [
eligibility criteria
2 doctors
(unless death
Assessing health 2 doctors 2 doctors 2 doctors and a 2 doctors 2 doctors 2 doctors 2 doctors not expected in 2 doctors

professionals

psychiatrist

near future, in
which case, 3
doctors)
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Victoria

Northern
Territory

Oregon

Washington
State

Vermont

California

Appendix Seven

Belgium

Netherlands

2 doctors must

be of the
opinion that the
person has Doctor to be
made a 2 doctors must 2 doctors must satisfied that the
‘voluntar be satisfied that be satisfied that request is Doctor to be
request er the person is the request was 2 doctors 2 doctors 2 doctors 2 doctors ’vgluntar well satisfied that the
. q . . .p ? satisfied that satisfied that satisfied that satisfied that . v, request is
Genuine request | medical acting made ‘freely, . . . . considered and .

. . . . request is made request is made request is made request is made . voluntary and
assistance in voluntarily and voluntarily and . . . . repeated, and is

. . . voluntarily. voluntarily. voluntarily. voluntarily. well-
dying that, in without after due not the result of considered’
particular, was coercion’. consideration’ any external ’
not made as pressure’.
a result of
external
pressure’.

Information for
patients

Patient informed
of the means
available to
relieve suffering,
including
palliative care

Patient informed
of diagnosis and
prognosis;
treatment
options,
including
palliative care;
risks and
expected
outcomes from
ingesting
substance.

Patient informed
of the nature
and likely course
of iliness and
medical
treatment and
other support.

Patient informed
of diagnosis and
prognosis, risks
and result of
taking
medication, and
alternative
treatment

Patient informed
of diagnosis and
prognosis, risks
and result of
taking
medication, and
alternative
treatment

Patient informed
of diagnosis and
prognosis, risks
and result of
taking
medication, and
alternative
treatment

Patient informed
of diagnosis and
prognosis, risks
and result of
taking
medication, and
alternative
treatment

Patient informed
about health
condition, life
expectancy, the
possible
palliative and
therapeutic
courses of action
and their
consequences.

Patient informed
of the ‘situation
he was in and
about his
prospects’.
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Canada

Victoria

Northern
Territory

Oregon

Washington
State

Vermont

California

Belgium

Netherlands

At least 10 days
must separate

. Doctor is
the final request .
to access Two oral required to have
. . At least 7 days No less than 15 had several
No less than 10 assisted dying requests no less .
’ between days between conversations N
days between a from the first - Two oral ) than 15 days Two oral ; . Legislation
. advising doctor first and second with patient
Reflection written request request. The and signin requests no less oral request apartand a requests no less over a makes no
. and the day on final request . .g 8 than 15 days .q A written request. | than 15 days provision for
period h . certificate. No Prescription at L reasonable .
which assisted must also be at apartand a Prescription at apartand a . . reflection
- less than 2 days . least 48 hours . period of time. .
dying is least one day o written request. least 48 hours written request. . period.
- after signing the after second No reflection
provided. after the . after second . .
certificate. request. period akin to
assessment request. )
- North American
confirming the
. models.
person is
eligible.
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Statement of committee expenditure

In accordance with Legislative Assembly Standing Order 276, the committee’s
expenditure is provided below:

Expenditure item Amount (S)

Advertising 6,583
Consultants 5,885
Couriers 1,300
Miscellaneous 3,623
Postage 77
Printing 14,000
Staff costs 391,374
Travel 31,452
TOTAL 454,294

Note that costs of shared administrative expenses, including lease costs for committee
accommodation, are not included.
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VAD Voluntary Assisted Dying
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WACPCN Western Australian Cancer and Palliative Care Network
WA Health Western Australian Department of Health

WAPMSG Western Australian Palliative Medicine Specialist Group
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Foreword

here was only one of the eight members of the Joint Select Committee on End of

Life Choices (JSCEOLC) that attended every meeting and every hearing during the

course of its year-long inquiry. There is only one of the 95 members of the
Parliament of Western Australia that has served on both the JSCEOLC and the Select
Committee on Elder Abuse (SCEA). Indeed | am the Chairman of SCEA in addition to being
the co-chair of the Parliamentary Friends of Palliative Care. Prior to entering Parliament
| was a Partner of a Western Australian law firm and supervised its civil litigation division.
That division including a healthy practice in medical negligence law. It is with this
background that | present this report.

The JSCEOLC was asked to inquire into and report on the need for laws in Western
Australia to allow citizens to make informed decisions regarding their own end of life
choices. In particular the Committee was asked to assess current practices (including the
role of palliative care), review legislation both inside and outside Western Australia,
consider what legislative change may be required (including an examination of any
federal laws) and examine the role of Advance Health Directives, Enduring Power of
Attorney and Enduring Power of Guardianship laws.

It is readily apparent that the Committee has failed to fulfil the task given to it by the
Houses.

During the Legislative Council debate on the motion to agree to the Legislative
Assembly’s request to form the joint committee, | moved to amend the terms of
reference to add that the Committee ‘examine the risks of introducing voluntary
euthanasia, including the impact on suicide prevention.” My motion was unsuccessful
with Hon Sally Talbot MLC assuring the House that ‘we will be able to have those
discussions within the existing terms of reference’ and Hon Alannah MacTiernan MLC
saying ‘l urge members not to support this amendment.’

The very fact that there was such resistance to what should have been a simple
amendment set the scene for what any dispassionate observer could have anticipated
for the twelve months that followed.

To ensure that all members of the Parliament of Western Australia and the people of this
State have a thorough assessment of the risks of voluntary euthanasia and assisted
suicide, | submit this report in accordance with Standing Order 274.

| am convinced that the risks of legalising assisted suicide (however described or defined)
are too great as the consequences are final. Indeed | am convinced that assisted suicide
is a recipe for elder abuse. The safety of the people of Western Australia ought to be our
highest law.



| also have serious concerns for the impact upon our desperate efforts on suicide
prevention in Western Australia. Our ongoing suicide rate of around one person per day
is tragic and we simply cannot afford the dangerous mixed message that comes with
assisted suicide.

In contrast | remain encouraged by and grateful for our health practitioners in palliative
care. There is no doubt that they are capable of providing world-class care and comfort
for Western Australians suffering from a terminal or chronic illness. They simply need to
be given the opportunity to provide it. Consequently, as a compassionate and caring
Western Australian community our collective energies should be directed to improving
the awareness of, access to, training of and resourcing of our palliative care service
providers.

Assisted suicide is bad public policy. Our best public policy option is always care not
killing.

Hon Nick Goiran MLC
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Executive Summary

On 23 August 2017, the Parliament of Western Australia established a Joint Select
Committee of the Legislative Assembly and Legislative Council to inquire and report on
the need for laws in Western Australia to allow citizens to make informed decisions
regarding their own end of life choices. In particular the Committee was asked to—

(a) assess the practices currently being utilised within the medical
community to assist a person to exercise their preferences for the
way they want to manage their end of life when experiencing
chronic and/or terminal illnesses, including the role of palliative
care;

(b) review the current framework of legislation, proposed legislation
and other relevant reports and materials in other Australian States
and Territories and overseas jurisdictions;

(c) consider what type of legislative change may be required, including
an examination of any federal laws that may impact such
legislation; and

(d) examine the role of Advanced Health Directives, Enduring Power of
Attorney and Enduring Power of Guardianship laws and the
implications for individuals covered by these instruments in any
proposed legislation.

Having considered the submissions made to the Committee and the transcripts of those
called to give evidence, it is clear that as the law currently stands Western Australians
have the following end of life choices available to them:

(a) Medical treatment, especially palliative care, and including if necessary
palliative sedation therapy;

(b) The refusal of medical treatment;
(c) The refusal of hydration and nutrition; and
(d) Suicide.

Advance Health Directives and advanced care planning, including the utilisation of
Enduring Powers of Guardianship and Enduring Powers of Attorney, are important
means of communicating end of life choices to caregivers, and to ensuring that lawful
wishes of the individual are followed.
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While the final choice, of suicide, is a choice that is available to Western Australians, it is
certainly not a choice which the state encourages or promotes. In fact, suicide
prevention policies and programs have had long-standing bi-partisan support, as every
life in this State matters. Nevertheless, Western Australians have the liberty to choose
suicide. Herein lies the important distinction between liberty and license.

The choice that is currently not available to Western Australians is that of assisted
suicide.! This Report concludes that, upon weighing the evidence as a whole, assisted
suicide should remain illegal in Western Australia. While it is one thing to have the liberty
to suicide, it is quite another for the state to grant medical practitioners a licence to kill
patients through assisted suicide.

Chapter 1 of this Report considers the end of life choices currently available to Western
Australians and how assisted suicide represents a radical departure from these accepted
choices.

Chapter 2 identifies areas of risk involved in the legalisation of assisted suicide and the
failure of ‘safeguards,” including difficulties with the assessment of capacity and the
determination of consent, and issues arising in disability discrimination, suicide
prevention, elder abuse and the irreversible consequences of medical error.

Chapter 3 considers the experiences of six jurisdictions with legalised assisted suicide,
including our own Australian experience in the Northern Territory, as well as experiences
from Europe and North America.

The submissions and testimonies given to the Joint Select Committee on End of Life
Choices cover the field of views on the controversial issue of assisted suicide, with strong
opinions and a great depth of feeling held by individuals on both sides of the debate.

We all will die. How we die—and live at the end of life—is important,
with implications for individuals, their families, and society. How we are
cared for at the end of life matters.?

1  The term ‘assisted suicide’ is used in this Report to refer to both ‘voluntary euthanasia’ (where
lethal medication is administered by a medical practitioner upon the request of a patient) and
‘physician-assisted suicide’ (where access to lethal medication is provided by a medical
practitioner, and self-administered by the patient). ‘Suicide’ is defined as an action taken to
intentionally end one’s own life, and despite cultural and historical connotations, the term is
neither disparaging nor a judgment. Assisted suicide simply identifies both voluntary euthanasia
and physician-assisted suicide, and provides clarity, as other terms such as aid in dying, medical
aid in dying, dying with dignity and physician assisted dying could all equally be used to describe
palliative care practices.

2 Snyder Sulmasy L and Mueller PS, ‘Ethics and the Legalization of Physician-Assisted Suicide: An
American College of Physicians Position Paper,” Professionalism and Human Rights Committee of
the American College of Physicians (2017) Annals of Int Med 167(8): 576.
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Findings and Recommendations

Finding 1 Page 12

Specialist palliative care is a relatively new discipline within the medical profession.

Finding 2 Page 12

Palliative care is poorly understood within the Western Australian community.

Finding 3 Page 12
The provision of quality palliative care affirms a patient’s right to choose their therapy,
decline futile treatment, choose their place of dying, receive the best possible relief of
symptoms and to refuse to prolong the dying process.

Finding 4 Page 13

Medical treatment, including palliative care is an end of life choice currently available in

Western Australia, however:

a) Patients with non-malignant diseases are under-represented in palliative care in WA;
and

b) access to good quality palliative care across the State is, in any event, currently highly
variable.

Finding 5 Page 13
Data from the Palliative Care Outcomes Collaboration (PCOC) can be useful in comparing

one service provider with another but it is not, nor is it intended to be, an academically
rigorous tool to assess palliative care generally.

Recommendation 1 Page 13

The Minister for Health should consult with the Palliative Care Outcomes Collaboration
(PCOC) and service providers to determine a data collection methodology that would set
the lowest figures for unmanaged pain symptoms as the aspirational standard for every
service provider.

Recommendation 2 Page 13

The Minister for Health should consult with palliative care service providers to ascertain
the current deficit in capacity preventing equitable provision of specialist palliative care
across Western Australia.



Recommendation 3 Page 13

The Minister for Health should assess the recommendations made by Western

Australia’s peak body for palliative care and report to Parliament with a plan to:

a) utilise co-design workshops;

b) progress the Compassionate Communities model;

c) introduce shared care models;

d) increase the capacity of the Silver Chain Hospice Care Service model of care;

e) build the capacity of existing outpatient clinics to facilitate Advance Care Planning;
and

f) increase the availability and flexibility of Telehealth.

Finding 6 Page 16

Loss of hunger and thirst occurs frequently as a normal part of the natural dying process.

Finding 7 Page 17

Refusal of nutrition and hydration is an end of life choice currently available in Western
Australia, however it is significantly distinguishable from assisted suicide as it is based on
the right to inviolability and is in any case reversible.

Finding 8 Page 21
Refusal of medical treatment is an end of life choice currently available in Western

Australia, however it is significantly distinguishable from assisted suicide as it is based on
the right to inviolability and is in any case reversible.

Finding 9 Page 33

Palliative sedation, when competently administered, is a legal and ethical end of life
choice currently available in Western Australia.

Finding 10 Page 33
An expanding evidence base has repeatedly confirmed that the appropriate use of
sedating or pain-relieving medications does not hasten death.

Finding 11 Page 33

Palliative sedation does not hasten death.

Finding 12 Page 33

Under-dosing and failure to make a specialist referral are problems that lead to
unnecessary suffering and distress for patients and loved ones.

Finding 13 Page 34

Under-dosing and failure to make a specialist referral occur because of a lack of medical
training and, in some cases, outdated teaching.



Recommendation 4 Page 34

The Minister for Health should facilitate and monitor an improved communication
protocol, and if necessary an improved communication pathway, between medical
practitioners and specialist palliative care services.

Recommendation 5 Page 34

The Minister for Health should develop and roll out a community awareness program
about specialist palliative care services.

Recommendation 6 Page 34

The Minister for Health should consult with palliative care specialists about mechanisms
to improve the training and continuous professional education of all health practitioners
about specialist palliative care services.

Finding 14 Page 36

A critical distinction between assisted suicide and the palliative care choices available to
Western Australians at end of life is that the current choices available to patients are all
reversible.

Finding 15 Page 39

Calls for the legalisation of assisted suicide are based on social theories of independence
and individualism and values of autonomy, self-determination and choice.

Finding 16 Page 39

There is a distinction between personal autonomy and absolute personal autonomy.

Finding 17 Page 54

The stakes are high when an individual is given responsibility to distinguish between
euthanasia requests that are a mis-expression of an underlying unresolved need, and
those that reflect a personal philosophy of choice, despite optimal care.

Finding 18 Page 54

An assisted suicide regime with an optional referral for psychiatric capacity assessment
does not safeguard against the assisted suicide of patients whose capacity is impaired by
depression or other mental health considerations, in part because the ability to assess
capacity is variable across medical practitioners.

Finding 19 Page 55

It is inherently complex to determine the influences on drivers to seek end of life in an
individual with mental illness.
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Finding 20 Page 55

A single psychiatric visit to assess capacity is inadequate to determine whether a
psychiatric disorder is impairing the judgment of a patient seeking assisted suicide.

Finding 21 Page 55

Diagnosing demoralisation is as important as diagnosing depression and other conditions
when seeking to alleviate and manage psychological suffering.

Finding 22 Page 55

Access to consultation-liaison psychiatry in Western Australia is poor.

Recommendation 7 Page 55

The Minister for Health should develop a plan to increase the number of consultation-
liaison psychiatrists in Western Australia.

Finding 23 Page 55

The introduction of a legalised assisted suicide regime in Western Australia would
present a grave risk to patients, especially those in an advanced stage of their illness
whose wish for hastened death has not been assessed and addressed by a specialised
consultation-liaison psychiatrist.

Finding 24 Page 58

Mandatory psychiatric assessment cannot eliminate error in capacity assessments.

Finding 25 Page 58

No assisted suicide regime, even with mandatory psychiatric assessment, can safeguard
against the assisted suicide of a person suffering from a treatable mental illness.

Finding 26 Page 61

A valid consent to medical treatment is dependent on the:
a) capacity of the patient;

b) patient’s knowledge of the treatment options; and

c) the voluntariness of the decision.

Finding 27 Page 65

Countertransference and/or undue influence from a medical practitioner would be two
dangerous risks in any assisted suicide regime.

Finding 28 Page 73

Elder abuse is a real and burgeoning problem in Western Australia.
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Finding 29 Page 73
The capacity of medical practitioners to identify elder abuse in their patients is incredibly
variable in Western Australia.

Finding 30 Page 73
Redress can be difficult in some elder abuse cases when the best witness lacks capacity
to give evidence.

Finding 31 Page 73

Redress in any assisted suicide case is an impossibility.

Finding 32 Page 73

The presence of undue influence can be difficult to identify and is easily missed.

Finding 33 Page 73

The introduction of a legalised assisted suicide regime in Western Australia would be a
recipe for elder abuse.

Recommendation 8 Page 73

The Minister for Seniors and Ageing should develop and roll out a comprehensive plan
to tackle elder abuse in Western Australia.
Finding 34 Page 82

Assisted suicide laws are, at their core, about disability.

Finding 35 Page 82

Assisted suicide laws enshrine a negative message about living with a disability.

Finding 36 Page 82

There can be no protection or safeguard in any law that begins with the implicit
proposition that it is better for some people to be dead than disabled.

Finding 37 Page 82

People with disabilities experience discrimination and inequity of access to health care
in Western Australia.

Recommendation 9 Page 82

The Minister for Disability Services should develop a plan, in consultation with people
with disabilities, carers, the Minister for Health and health practitioners, to deliver
equitable access to health care in Western Australia.
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Finding 38 Page 83

An assisted suicide regime threatens to create a two-tiered system where individuals
without a disability who express that they wish to end their life are referred to suicide
prevention services, while individuals with disabilities who express that they wish to end
their life are referred for lethal prescriptions.

Finding 39 Page 97

An assisted suicide regime in Western Australia would send a message that suicide is a
legitimate solution in certain circumstances.

Finding 40 Page 98

Some proponents of assisted suicide endeavour to resolve the dilemma of inconsistency
on suicide prevention by banishing the word ‘suicide’ from the debate in favour of the
phrase ‘assisted dying.’

Finding 41 Page 98

The highly publicised case of Dr David Goodall involved circumstances of overt ageism,
troubling signs of suicide celebration and a seeming absence of any suicide prevention
measures at work.

Finding 42 Page 98
The suicide rates in people aged 80 and above is a particular concern in Western
Australia.

Finding 43 Page 98

The reason for older age suicide is complex and usually multifactorial, and should not be
confused with the misconception that such suicides are driven by suffering associated
with chronic, debilitating or terminal illness.

Recommendation 10 Page 98

The Minister for Mental Health, in consultation with the Minister for Seniors and Ageing,
should expand suicide prevention programs to further target older Western Australians.

Recommendation 11 Page 98

The Minister for Mental Health should direct the Mental Health Commission to conduct
an urgent review, outside and separate to any other general review processes underway,
into the effectiveness of Western Australia’s current suicide prevention strategies and
programs in light of the Dr David Goodall case.
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Finding 44 Page 98

Coronial data identified the suicide of 199 Western Australians with a terminal or
debilitating condition between 2012 and 2017. Examination of the data reveals that 42
may be capable of being classified as suffering from a terminal condition and 157 with a
debilitating one. Of the 42 cases, 27 can be identified as being in the advanced or
terminal stage of illness. Of the 157 cases, 99 evidenced some level of mental ill-health.

Finding 45 Page 98

A close and proper examination of the coronial data of suicides between 2012 and 2017
does not support the assertion that individuals suicide because palliative care is not an
adequate treatment option, but rather confirms the multifactorial nature of suicide.

Finding 46 Page 108

Governing medical bodies both inside and outside Western Australia discourage medical
practitioners from participating in assisted suicide, even if the local law allows it or
decriminalises it.

Finding 47 Page 108

The licencing of medical practitioners to assist in the suicide of their patients alters the
role of the medical profession.

Finding 48 Page 108

There are multiple conflicts of interest for a medical practitioner assisting in the suicide
of their patient.

Finding 49 Page 109

An assisted suicide regime would improperly absolve a medical practitioner of
responsibility for giving a lethal injection to their patient or for giving their patients a
prescription to poison themselves.

Finding 50 Page 115
A safeguard in an assisted suicide regime that involves a medical practitioner is only as

safe as the practitioner is competent.

Finding 51 Page 115

A safeguard in an assisted suicide regime that involves a medical practitioner is unable
to protect against unconscious incompetence.

Finding 52 Page 116

A safeguard in an assisted suicide regime that involves a medical practitioner is unable
to protect against mistake, error or negligence.
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Finding 53 Page 116

Legalisation of assisted suicide will attract participation by medical practitioners who are
also advocates of the practice.

Finding 54 Page 116

Even if the risk of doctor bias toward assisted suicide is the same as doctor bias in
general, the consequences are not comparable.

Finding 55 Page 116
Doctor shopping is a clear danger of an assisted suicide regime, with no solution
apparent.

Finding 56 Page 126

There is a large body of evidence of medical error in prognosis.

Finding 57 Page 126

Any safeguard in an assisted suicide regime is rendered useless in the event of medical
error in prognosis.
Finding 58 Page 126

There is a large body of evidence of medical error in diagnosis.

Finding 59 Page 126

Any safeguard in an assisted suicide regime is rendered useless in the event of medical
error in diagnosis.

Finding 60 Page 128
Although a patient, or their substitute decision maker, is entitled to refuse lawful
treatment, there is no entitlement at law by a patient to demand treatment.

Finding 61 Page 128
The proposition that a patient has a right to received assistance to suicide is wrong both
at law and in medical ethics.

Finding 62 Page 132
The emotional and psychological effects on medical practitioners participating in assisted
suicide are substantial and consequential.

Finding 63 Page 132

The desensitisation of medical practitioners by participation in assisted suicide
exacerbate the risk that already exists due to doctor bias.
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Finding 64 Page 132

The rate of psychological distress and attempted suicide by medical practitioners is high.

Recommendation 12 Page 132

The Minister for Mental Health should direct the Mental Health Commission to develop,
in consultation with medical practitioners and the Department of Health, a
comprehensive mental health strategy for prevention, early intervention and crisis
intervention for the whole of the medical profession.

Finding 65 Page 140

Evidence of complication rates of physician assisted suicides in Oregon until 2010 are
troubling. Complication rates after 2010 artificially declined as from this time reports of
complications were only recorded if a physician was present at the time of
administration.

Finding 66 Page 140

Evidence of complication rates in Washington are equally troubling with multiple
instances of regurgitation, one-third of patients taking in excess of one and a half hours
to die, at least one patient suffering a seizure and another taking 30 hours to die.

Finding 67 Page 141

Decades of experience in administering capital punishment, euthanasia and assisted
suicide indicate complications are inevitable and this alone ought to militate against
legalisation in Western Australia.

Finding 68 Page 147

The onus is on those advocating for a change in the law to establish that such a profound
change will be safe for the whole community. Anything less results in nothing more than
the trading of lives.

Finding 69 Page 147

The best possible outcome in an assisted suicide regime is that a person who was dying,
dies sooner than they would have. The worst possible outcome in an assisted suicide
regime is a wrongful death.

Finding 70 Page 162

When assisted suicide was legal in the Northern Territory one patient, diagnosed with
mycosis fungoides and receiving treatment for depression, was euthanised on the
certification of an orthopaedic surgeon with no expertise in the condition,
notwithstanding that a dermatologist and a local oncologist had assessed that the
patient was not terminally ill.
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Finding 71 Page 163

When assisted suicide was legal in the Northern Territory one patient was euthanised
even though he was jaundiced and suffering from a bowel obstruction and not advised
of the palliative care and medical treatment available. The psychiatric certification in that
case consisted of a 20-minute consultation paid for by Dr Philip Nitschke on the day the
assisted suicide was scheduled.

Finding 72 Page 163

Doctor shopping took place when assisted suicide was legal in the Northern Territory.

Finding 73 Page 163

When assisted suicide was legal in the Northern Territory one patient, who had received
counselling and anti-depressant medication for several years, was euthanised after a
psychiatrist from another State certified that no treatable clinical depression was
present, notwithstanding that neither the patient’s adult sons nor the members of the
community palliative care team who were caring for him were told he was being
assessed for assisted suicide.

Finding 74 Page 163

The clinical experience observed during the period when assisted suicide was legal in the
Northern Territory demonstrates the inadequacies of safeguards and this experience
alone ought to militate against legalisation in Western Australia.

Recommendation 13 Page 163

The Government and the Parliament of Western Australia should rule out introducing
any assisted suicide regime based on the Northern Territory experience.

Finding 75 Page 173

In 1973, Dutch courts interpreted a defence of necessity to permit a doctor to avoid
liability for euthanasia and assisted suicide by pointing to his or her duty to reduce
suffering or to respect the autonomy of the patient.

Finding 76 Page 173

After 1973, Dutch courts elaborated on their interpretation of a doctor’s defence of
necessity, incrementally increasing the scope of practice of euthanasia in the
Netherlands, including for psychiatric illness, albeit restricted to adults only.

Finding 77 Page 173

In 2001 the Netherlands passed statutory law to fit the existing practice of euthanasia
but extended it to allow for children as young as 12 to be euthanised subject to parental
consent (even in the presence of disagreement between parents).
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Finding 78 Page 173

In 2005, the Netherlands endorsed the Groningen Protocol to further extend the practice
of euthanasia to younger children, including newborns.

Finding 79 Page 173

Consistent with the Northern Territory experience, assisted suicide in the Netherlands
takes place notwithstanding disagreement amongst physicians about patient eligibility.

Finding 80 Page 173

Doctor shopping in the Netherlands has now become commercialised by the emergence
of at least one private organisation who will provide assisted suicide to patients whose
own physician has declined.

Finding 81 Page 173

The latest frontier in the Netherlands is a debate on whether assisted suicide should be
extended to those who are ‘tired of life.

Finding 82 Page 173

In the Netherlands in 2011, the Regional Euthanasia Review Committee found that the
attending physician failed to accurately diagnose the patient’s back pain.

Finding 83 Page 173

In the Netherlands in 2012, the Regional Euthanasia Review Committee found that two
cases of patients with dementia were not handled with due care.

Finding 84 Page 174

In the Netherlands in 2013, an assisted suicide took place of a patient who had a broken
thigh following an attempted suicide.

Finding 85 Page 174

In the Netherlands in 2014, the assisted suicide of a woman over 80 years of age with
chronic depression took place on the certification of a physician who was not a
psychiatrist, who did not consult psychiatrists and was unaware of the Dutch Psychiatric
Association Guidelines.

Finding 86 Page 174

In the Netherlands in 2015, the Regional Euthanasia Review Committee found a lack of
due care on a euthanasia carried out on a woman with a history of stomach pains from
an undiagnosed cause.
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Finding 87 Page 174

In the Netherlands in March 2018, criminal investigations were confirmed as having been
launched into four cases of euthanasia in 2017.

Finding 88 Page 174

The defence of necessity also exists in Western Australian common law. It has, however,
been expressly excluded as a defence to both homicide and euthanasia.

Finding 89 Page 174

The experience observed of assisted suicide in the Netherlands demonstrates an
incremental extension in the practice of assisted suicide, the commercialisation of doctor
shopping, and the reality that no redress is available when safeguards inevitably fail.

Recommendation 14 Page 174

The Government and the Parliament of Western Australia should rule out introducing
any assisted suicide regime based on the Netherlands experience.

Finding 90 Page 180

Similar to the Netherlands, Belgium allows assisted suicide for patients diagnosed with a
mental illness.

Finding 91 Page 180

The abuse of practice in Belgium, including approval on the grounds of suicidal ideation,
has led to at least 252 Belgian clinicians calling for a review of the law on assisted suicide.

Finding 92 Page 181

In Belgium in 2012, a 44-year-old woman was euthanised by her psychiatrist on the
grounds of unbearable psychological suffering notwithstanding her history of sexual
abuse by a psychiatrist under the guise of therapy.

Finding 93 Page 181

In Belgium in 2013, an adult male who had undergone gender reassignment surgery was
euthanised on the grounds of unhappiness, notwithstanding that the patient’s family
had rejected him from birth due to his female biology.

Finding 94 Page 181

Belgian physicians the subject of a peer-reviewed study in 2010 confirmed the use of life-
ending drugs without an explicit request from the patient, including because they
considered discussion would have been harmful or because they considered the decision
was in the patient’s best interest.
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Finding 95 Page 181

The experience observed of assisted suicide in Belgium demonstrates an extension in the
law and practice of assisted suicide, the inadequacies of safeguards and the undeniable
reality that no redress is available to patients after the event.

Recommendation 15 Page 181

The Government and the Parliament of Western Australia should rule out introducing
any assisted suicide regime based on the Belgian experience.

Finding 96 Page 188

Assisted suicide in Switzerland is based on a penal code that allows, by omission, for a
person to assist another to suicide.

Finding 97 Page 188

At least four assisted suicides in Switzerland have occurred while practitioners
experimented with the use of helium, which results in agitated muscles, eyes opening
and closing, and arms and legs twitching without coordination.

Finding 98 Page 188

In Switzerland in April 2013, a retired Italian magistrate, aged 62, was assisted to suicide
on the basis of a terminal illness diagnosed by Italian and Swiss doctors only for an
autopsy to find no terminal illness.

Finding 99 Page 188
The experience observed of assisted suicide in Switzerland underscores the inherent
difficulty in testing the integrity of safeguards after the event whilst re-confirming the
impossibility for redress by the victim after the event.

Recommendation 16 Page 188

The Government and the Parliament of Western Australia should reject the advice of
Dr Nitschke and rule out introducing an assisted suicide regime based on the Swiss
model.

Finding 100 Page 195

In 2016 the Canadian Parliament enacted an assisted suicide law for a person facing a
reasonably foreseeable natural death, only to have the Supreme Court of Ontario
interpret the provision so as to extend its application to a person not terminally ill but
who has an irreversible deteriorating chronic illness.
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Finding 101 Page 196

In late 2016 the Canadian Government commissioned reviews to explore a further
extension of assisted suicide laws to minors, to those making an advance request and to
those where mental illness is the sole underlying condition.

Finding 102 Page 196

In February 2018 a Canadian Court has ruled that physicians with a conscientious
objection to assisted suicide are nevertheless obliged to refer their patient to a
practitioner who will execute the assisted suicide.

Finding 103 Page 196

In the first nine months following the passage of an assisted suicide law in Quebec it was
found the law had been breached in 21 cases. In the second year of operation, breaches
occurred in 31 cases.

Finding 104 Page 196

In the short experience of the Canadian law on assisted suicide there has already been
at least one case of a doctor assisting a suicide by lethal injection notwithstanding that
the patient did not suffer a serious incurable iliness.

Recommendation 17 Page 196

The Government and the Parliament of Western Australia should reject the advice of
Dying with Dignity WA (formerly known as the Western Australian Voluntary Euthanasia
Society) and rule out introducing an assisted suicide regime based on the Canadian
model.

Finding 105 Page 205

The law on assisted suicide in Oregon has been in force for 20 years and requires a
prognosis of less than six months to live.

Finding 106 Page 205

The data from the Oregon Public Health Division between 1998 and 2015 indicates that
the longest recorded duration between initial request for assisted suicide and ingestion
of the prescribed lethal drug was 1009 days.

Finding 107 Page 205

The data from the Oregon Public Health Division in 2015 indicates that the longest
recorded duration between initial request for assisted suicide and ingestion of the
prescribed lethal drug was 517 days.
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Finding 108 Page 205

The data from the Oregon Public Health Division between 1998 and 2015 indicates that
in 4 of the 17 years there was at least one case where the duration between initial
request for assisted suicide and ingestion of the prescribed lethal drug was more than
two years.

Finding 109 Page 205

The experience in Oregon demonstrates the inadequacies of safeguards due to
consistent medical error in prognosis.

Finding 110 Page 205

In Oregon a 76-year-old cancer patient was assisted to suicide by his cancer specialist
notwithstanding the presence of depression and the non-concurrence of the original
doctor who referred the patient to the specialist for treatment.

Finding 111 Page 205

In Oregon an octogenarian cancer patient was assisted to suicide notwithstanding that
two doctors, including her own physician, were concerned about the presence of
depression and refused to prescribe the lethal drug requested.

Finding 112 Page 205

The experience in Oregon demonstrates the ease with which the prolific practice of
doctor shopping pierces the veil of even well intentioned safeguards.

Finding 113 Page 206

The data from the Oregon Public Health Division for 2016 indicates that in 79.4 per cent
of assisted suicides no physician or healthcare provider was known to be present at the
time of ingestion of the prescribed lethal drug.

Finding 114 Page 206
The rate of suicide among Oregonians has been increasing even when assisted suicides

are excluded from the data set.

Finding 115 Page 206

The inherent difficulty in prosecuting after the event is underscored by at least five
assisted suicides in Oregon that occurred by illegal overdoses administered by a nurse.

Finding 116 Page 206

The experience observed in Oregon should be reason alone to militate against
legalisation in Western Australia.
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Recommendation 18 Page 206

The Government and the Parliament of Western Australia should rule out introducing
any assisted suicide regime based on the Oregonian experience.

Finding 117 Page 215

None of the jurisdictions where assisted suicide has been legalised have yet developed a
system that gathers reliable data on all requests and instead rely on the self-reporting of
doctors notwithstanding the inherent conflict of interest present.

Finding 118 Page 215

Western Australia’s Director of Public Prosecutions has no capacity to compel evidence
from the sole surviving witness in an assisted suicide.

Finding 119 Page 216

There is no capacity for a victim of a wrongful assisted suicide to seek redress.

Finding 120 Page 216

Capital punishment was abolished in Western Australia, notwithstanding the extensive
safeguards in the State’s criminal justice system, due to the risk that an innocent person
may be executed.

Finding 121 Page 216

Authentic oversight of an assisted suicide regime is made difficult by a reliance on self-
reporting and is made impossible by the unavailability of the best witness.

Recommendation 19 Page 216

The Government and the Parliament of Western Australia should rule out introducing
any assisted suicide regime due to the known unresolved issues with reporting,
investigation, prosecution and redress.

Finding 122 Page 245

A 2013 review by the High Court of Ireland of the available evidence from jurisdictions
with assisted suicide produced the conclusions that the examples of abuse are deeply
disturbing, that certain groups are vulnerable to abuse, and that the number of suicides
remain strikingly high.

Finding 123 Page 245

Unlike other jurisdictions, there is yet to be any lived experience with the Victorian model
of assisted suicide.
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Finding 124 Page 245

The Victorian model of assisted suicide has been heavily criticised by proponents of
assisted suicide, with calls to extend the scope already made before the law has even
come into force.

Finding 125 Page 245

Itis a political inevitability that once lawmakers introduce a right for one group of people
that others will soon demand the extension of that right to them on the ground of
equality.

Finding 126 Page 245

Any restriction on eligibility within an assisted suicide regime is both arbitrary and
discriminatory.

Finding 127 Page 245
It is at best premature to base any assisted suicide regime on the untested Victorian
model.

Recommendation 20 Page 245

The Government and the Parliament of Western Australia should rule out introducing an
assisted suicide regime based on the untested Victorian model.
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Chapter 1

Current End of Life Choices in Western Australia

I have serious concerns about a community where we make arbitrary decisions about
whose life is valuable enough to continue and whose should be ended under the law.
A society should aspire to look after people who are struggling and to make sure that
their lives are worth living. We should aspire to even better end-of-life care. We should
aspire to better palliative care.

Dr Michael Gannon MBBS MRCPI FRANZCOG,
President of the Australian Medical Association (as he was at that time), May 2018

Palliative Care

What is Palliative Care?

Palliative care as a discipline is poorly understood by the community as well as by health
care providers. Palliative Care WA identify that there is little information publicly
available about palliative care, that health carers are not actively referring and display a
reticence to discuss the issue of dying, and that a misconception exists that palliative
care is just for the final days or weeks of life, or is only available for people with cancer.?

To palliate means to ‘make (a disease or its symptoms) less severe without removing the
cause.”® Palliative care is an approach that improves the quality of life of individuals,
including their family/carer, facing problems associated with a life-threatening illness or
condition, through the prevention and relief of suffering by means of early identification
and impeccable assessment and treatment of pain and other problems, physical,
psychosocial and spiritual.® It is well understood in palliative care practice that ‘suffering
is an affliction of the person, not the body.”®

Palliative care serves to maximise the quality of life of the individual and addresses their
physical, social, financial, emotional and spiritual distress. Such distress not only

3 Palliative Care WA, JSCEOLC Response to Questions on Notice, 19 December 2017 at 3.

4 WA Cancer and Palliative Care Network, Department of Health (2018) WA End-of-Life and
Palliative Care Strategy 2018-2028 at 3.

5  World Health Organisation (2016) ‘WHO Definition of Palliative Care’
<http://www.who.int/cancer/palliative/definition/en/>

6  Cassel E (1999) ‘Diagnosing suffering: a perspective’ Ann Intern Med 131(7) at 531-4.
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influences the experience of having a life-limiting illness, but also influences treatment
outcomes.’

Palliative care affirms life and regards dying as a normal process, and intends neither to
hasten nor to postpone death.?

Palliative care is broadly divided into specialist palliative care and non-specialist palliative
care. Specialist palliative care services are services provided by health professional teams
who have recognised qualifications or training in palliative care and who provide direct
care to patients with complex palliative care needs or provide consultation services to
support, advise and educate other healthcare teams who are providing end-of-life care.
Non-specialist palliative care may be provided by a person’s primary care team—for
example, by their general practitioner (GP) or other doctor, such as a geriatrician or
oncologist, and other healthcare professionals such as nurses, occupational therapists
and social workers.®

Palliative care is more than relief of pain and includes non-physical care including the
attendance of spiritual, psychological and relational needs. Palliative care practitioners
seek to determine which aspects of an individual’s experience cause distress or suffering
and they address each of these in turn, including fear, a sense of hopelessness, loneliness
and isolation.'® This focus on the holistic needs of the patient also recognises that
palliative care must be delivered not only to the patient, but also to their family or
carer.!

Good palliative care helps patients and their families avoid both overtreatment and
neglect of treatment. It enhances patient autonomy and decision-making capacity by
improving symptom control and empowering patients to participate in their care. It
affirms the patient’s right to choose their therapy, decline futile treatment, choose their
place of dying, receive the best possible relief of symptoms and to refuse to prolong the
dying process.!?

7  Kamal, LeBlanc and Meier (2016) ‘Better palliative care for all: Improving the lived experience
with cancer’ The Journal of the American Medical Association 316(1) at 29-30.
<https://www.ncbi.nlm.nih.gov/pubmed/27244674> cited in WA Cancer and Palliative Care
Network, Department of Health (2018) WA End-of-Life and PC Strategy 2018-2028 at 3.

8  Palliative Care Nurses Australia, Jane Phillips, President, JSCEOLC Response to Questions on
Notice, 29 January 2018 at 7.

9  Ms Glogowski, Executive Officer, Palliative Care WA, JSCEOLC Transcript, 14 December 2017,
Session 4 at 1-2.

10 Ms Re, Chief Executive Officer, IdentityWA, JSCEOLC Response to Questions on Notice, 10 April
2018 at 2.

11 Ms Glogowski, Executive Officer, Palliative Care WA, JSCEOLC Transcript, 14 December 2017,
Session 4 at 1-2.

12 Prof Bridge (2017) ‘Palliative care, euthanasia and physician assisted suicide’” Med J of Aus
InSight, 20 March 2017, quoted in Rev Dr Parkinson, Director, L) Goody Bioethics Centre,
JSCEOLC Submission 53 at 9.
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Patients who access palliative care are consistently shown to have fewer hospitalisations,
shorter stays in hospital, reduced use of intensive care facilities and fewer admissions to
emergency departments, amounting to significant cost savings in the health system.
There is also increasing evidence that appropriate end-of-life and palliative care reduces
unnecessary testing and futile treatments.!3

Palliative care respects informed patient choice including the refusal of any or all medical
treatments. This is achieved by emphasising communication with the patient and
providing the best quality holistic care.* Consent is obtained before making treatment
changes, and treatment recommendations are generally made by a multidisciplinary
team, rather than by an individual doctor. It is this focus on constant communication and
multidisciplinary decision making that is absent from many other parts of the health care
system. The focus on communication, and respect for the patient’s values and wishes,
assists in maintaining trust between health professionals and patients and the
relationship between specialist palliative care professionals and patients is, from
experience, far less likely to be compromised than in the health care system generally.?®

Palliative care is a relatively new concept in medical care, and in only a few decades
significant improvements in palliative care have been made, and new gains continue to
be made, such that Associate Professor lan Haines, MBBS, medical oncologist and
palliative medicine specialist, writes:

As an oncologist with 35 years' full-time experience, | have seen
palliative care reach the point where the terminally ill can die with equal
or more dignity than euthanasia will provide. It is now very effective and
increasingly available for two of the three possible ways of dying,
outside of sudden unexpected death, which are advanced cancer and
chronic relapsing and remitting organ-specific disease such as heart or
lung failure. Palliative care is also available for people with chronic
progressive cognitive diseases such as dementia. This is the fourth way
of dying and perhaps the most feared of all. Like Andrew Denton and
others who have observed unbearable suffering in loved ones and the
terrible failures of modern medicine in the past, | had once believed that
euthanasia was the only humane solution. | no longer believe that.'®

13 Mrs Greenwood, Chief Executive, Catholic Health Australia, JSCEOLC Transcript, 28 February
2018, Session 1 at 2, citing Palliative Care Australia data.

14 Palliative Care WA, JSCEOLC Response to Questions on Notice, 19 December 2017 at 5.

15 lbid.

16 lan Haines, ‘I believed that euthanasia was the only humane solution. | no longer believe that’
The Age, 20 Nov 2016, quoted by Mr Richard Egan, Research Officer, Defend Human Life!,
JSCEOLC Submission 5 at 3.



1.13.

Chapter 1

The WA Department of Health and the Australian Medical Association (WA) assert that
palliative care is a human right and is fundamental to improving the quality of life,
wellbeing and dignity of all individuals.’

Palliative care provision in Western Australia

Palliative care in Western Australia is provided in a number of settings. Specialist
palliative care teams operate in some hospitals, providing consultancy and direct care
for patients in the hospital setting. There are also designated palliative care units in
metropolitan Perth, including Bethesda Hospital, St John of God Murdoch hospice, and
the Kalamunda Hospital Anderton Ward. Community services, including Silver Chain, and
the Metropolitan Palliative Care Consultancy Service also operate. The Silver Chain
program is a successful program unique to Western Australia, with evidence that 80 to
85 per cent of people in their care who wish to die at home are able to achieve that goal.
These statistics compare very favourably with national figures, where the wish to die at
home is far less often achieved.'®

Rural service provision is supported by telehealth and telephone advisory services.'®
Mr Brett Hayes, of the WA Country Health Service and 2018 Nurse of the Year,
established a pilot program to put telehealth in the home of palliative care patients to
provide access to specialist nursing services and access to GP and specialist services
when needed. This has been a very successful model of care in the Wheatbelt and is
being introduced in the South West and Great Southern regions.?°

Education initiatives for metropolitan and rural health workers also exist, including the
Palliative and Supportive Care Education service (PaSCE), based in the Cancer Council of
WA (but providing palliative care education across all diagnoses), the Program of
Experience in the Palliative Approach (PEPA) and the Talking about End of Life training
program. The Goals of Patient Care program aims to improve decision-making and
support shared decision-making for patients in a hospital setting and help to determine
the goals of each individual patient.?! The Metropolitan Palliative Care Consultancy
Service (MPaCCS) provides a specialist palliative care approach to residents of aged-care

17 See WA Cancer and Palliative Care Network, Department of Health (2018) WA End-of-Life and PC
Strategy 2018-2028, at iii, referencing World Health Organisation (2014) ‘Strengthening of
palliative care as a component of comprehensive care throughout the course of life,” Geneva,
Switzerland at 5; and Dr Khorshid, President, AMA(WA), JSCEOLC Transcript, 18 May 2018,
Session 1 at 14.

18 Prof Evans, Chief Advisor, Public Policy, Silver Chain Group, JSCEOLC Transcript, 15 December
2017, Session 3 at 1.

19 Ms Bolleter, Program Manager, Palliative Care, Department of Health, JSCEOLC Transcript, 13
December 2017, Session 1 at 2-3.

20 Mrs Baxter, Executive Director, Nursing and Midwifery, WA Country Health Service, Department
of Health, JSCEOLC Transcript, 18 May 2018, Session 2 at 13.

21 Ms Bolleter, Program Manager, Palliative Care, Department of Health, JSCEOLC Transcript, 13
December 2017, Session 1 at 3-4.
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facilities to build the capacity of those facilities to manage the needs of those in their
care to reduce hospitalisations.??

However, access to good quality palliative care across Western Australia is currently
highly variable, with data indicating that 60 per cent of WA residents who would benefit
from access to palliative care are unable to do so0.?® Additionally, current palliative care
services have insufficient capacity to meet growing demand.?* After a declining death
rate for several decades (as a result of public health initiatives and medical advances),
the total number of deaths in Australia is now expected to grow at increasing rates year-
on-year as a result of growing and ageing populations and the impact of chronic
disease.? This increasing demand for specialist palliative care and end-of-life support in
Western Australia presents an urgent problem for access to good quality palliative care
in this state.

The Committee received much evidence that Western Australians living in rural and
remote areas, Aboriginal and Torres Strait Islanders and persons from culturally and
linguistically diverse (CALD) backgrounds experience inequitable provision of specialist
palliative care services.?®

There is also evidence that patients with non-malignant diseases are under-represented
in palliative care in Western Australia. In a 2006 study, more people with cancer
(64 per cent) had received palliative care in comparison with other illnesses such as heart
disease, dementia and organ failure (4-10 per cent). These non-malignant diseases are
still under-represented in palliative care ten years on from this study.?’

22 Mr Hays, Acting Manager, Purchasing and Contracting, Department of Health, JSCEOLC
Transcript, 13 December 2017, Session 1 at 4.

23 Palliative Care WA, JSCEOLC Response to Questions on Notice, 19 December 2017 at 3

24 Ibid.

25 Australian Bureau of Statistics (2013) 3222.0 Population Projections, Australia, 2012 (Base) to
2101), quoted in Yasmin Naglazas, Bethesda Health Care, Further information to the JSCEOLC
following visit to Bethesda Health Care facility, 18 April 2018, at 1.

26 For example, see AMA(WA), JSCEOLC Submission 685 at 3; WA Cancer and Palliative Care
Network, Department of Health (2018) WA End-of-Life and Palliative Care Strategy 2018-2028, at
7, referencing Department of Health (2016) Palliative Care Models of Care Review 2015-16:
Outcomes Report; Mrs Buchanan, Committee Member, Palliative Care Nurses Australia, JSCEOLC
Transcript, 14 December 2017, Session 2 at 3-4; Dr Gibson, Chief Psychiatrist of Western
Australia, JSCEOLC Transcript, 14 December 2017, Session 5 at 9; Mrs Clarke, Outreach Services
Project Officer, Aboriginal Health Council of WA, JSCEOLC Transcript, 2 March 2018, Session 4 at
4,

27 Aoun et al (2017) ‘Bereavement support for family caregivers: The gap between guidelines and
practice in palliative care,” PLos ONE 12(10): e0184750
<https://doi.org/10.1371/journal.pone.0184750> at 9 — citing McNamara, Rosenwax and Holman
(2006) ‘A method for defining and estimating the palliative care population’ J Pain Symptom
Manage 32(1) at 5-12; see also Palliative Care WA, JSCEOLC Responses to Questions on Notice,
19 December 2017 at 3.
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Data on refractory symptoms

Proponents of legalised assisted suicide suggest that palliative care cannot alleviate the
pain of everyone approaching their end of life, and therefore that voluntary euthanasia
or physician-assisted suicide should be introduced to address that shortfall. A recurrent
question raised in the Committee hearings was whether palliative care could be
considered 100 per cent effective for all patients, and if not, could a figure be placed on
the number of patients for whom symptoms cannot be managed, referred to as
refractory symptoms.

As to whether palliative care could be considered 100 per cent effective for all patients,
the common response was that no medical treatment is ever 100 per cent effective for
all patients, including palliative care.?®

Placing a figure on the number of people experiencing refractory symptoms at the end
of life was an issue contested slightly more than the issue of whether or not palliative
care is 100 per cent effective for all patients at end of life. Proponents of assisted suicide
placed the figure at 5 per cent,?® or between 5 and 10 per cent,3® and even a guess as
high as 30 per cent.?!

A more conservative figure of 2 per cent was consistently given by palliative care
specialists and those involved in palliative care service delivery.3?

Conflicting interpretation of data on the incidence of refractory symptoms from the
Palliative Care Outcomes Collaboration (PCOC) contributed to the disparity between the
2 per cent figure given by palliative care specialists, and the 5-10 per cent suggested by
assisted suicide proponents.

28 See Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, JSCEOLC
Transcript, 13 December 2017, Session 1 at 16; Mrs Buchanan, Committee Member, Palliative
Care Nurses Australia, JSCEOLC Transcript, 14 December 2017, Session 2 at 10; Dr Campbell,
President, Palliative Care WA, JSCEOLC Transcript, 14 December 2017, Session 4 at 8; Dr Tandon,
Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Transcript, 27 February 2018,
Session 5 at 3; Mr Teale, Chief Executive, Council on the Ageing WA (Inc), JSCEOLC Transcript,

2 March 2018, Session 5 at 2; and Dr Khorshid, President, AMA(WA), JSCEOLC Transcript,
28 February 2018, Session 2 at 4.

29 Mr Denton, Go Gentle Australia, JSCEOLC Submission 539 at 7.

30 Dr Lugg, Doctors for Assisted Dying Choice, JSCEOLC Transcript, 26 February 2018, Session 4 at 3.

31 Dr Hennessy, Head of Anaesthesia Department, Sir Charles Gairdner Hospital, JSCEOLC
Transcript, 30 April 2018, Session 1 at 3.

32 See Dr Campbell, President, Palliative Care WA, JSCEOLC Transcript, 14 December 2017, Session 4
at 8; Dr McNulty, Palliative Care Medical Specialist, JSCEOLC Transcript, 27 February 2017,
Session 5 at 3 and Prof Evans, Chief Advisor, Public Policy, Silver Chain Group, JSCEOLC
Transcript, 15 December 2017, Session 3 at 11. Dr Khorshid, while not placing a percentage
figure, also suggested to the Committee that ‘The number of people for whom palliative care is
inadequate is very, very small. We acknowledge that there are some, but it is very small’:

Dr Khorshid, President, AMA(WA), JSCEOLC Transcript, Session 1, 18 May 2018 at 14.

6



Chapter 1

PCOC is a national program that uses standard clinical assessment tools across all states
in Australia to measure and benchmark patient outcomes in palliative care. In
interpreting this data collected by PCOC, there are some important things that must be
considered.

Firstly, data submission to PCOC is not mandatory and only 14 specialist services, out of
22 specialist services in Western Australia, submit data to PCOC.?®* The Health
Department warned that while the PCOC data is very valuable and important, it should
not be assumed that it is representative of all services in Western Australia.3* Further,
the Symptom Distress Scores used to collect the data were designed for patient use, but
also allowed for proxy ratings which is not a psychometrically valid technique for data
collection and results obtained will differ.3

Secondly, assessment of pain symptoms is also very dependent upon the individual
patient and their specific goals of care. The data does not take into account whether
some patients chose not to take medication for pain relief. For example, there may be
certain side effects that the patient may wish to avoid, or the patient may have religious
convictions or other reasons for refusing pain relief medication.3® Symptom assessment
scales also do not consider the complex and highly individual nature of people’s
experiences of pain. For example, if a patient has complex psychosocial or existential

37 If a patient’s

distress, this can escalate a patient’s physical pain symptoms.
psychological and spiritual suffering has not been addressed, that makes the assessment
of that patient’s physical pain symptoms far more complex and cannot simply be

attributed to a failure of palliative care to relieve physical pain.

Thirdly, whether patients are receiving adequate pain management is also dependent on
whether there are enough specialist pain physicians and palliative care physicians
available to meet patient demand. For example, accounts from patients were given to
the Committee on a site visit to Sir Charles Gairdner Hospital that pain management was
not being delivered particularly effectively and this was attributed to understaffing.38
Symptoms should not be deemed refractory if the cause of the unrelieved symptoms is

33 Ms Bolleter, Program Manager, Palliative Care, Department of Health, JSCEOLC Transcript, 13
December 2017, Session 1 at 4.

34 |bid at 5.

35 Dr Tandon, Chairman, WA Palliative Medicine Specialists Group and Consultant Physician,
Palliative Care Service, Sir Charles Gairdner Hospital, JSCEOLC Additional Answers to Questions
on Notice, undated email.

36 Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, JSCEOLC
Transcript, 13 December 2017, Session 1 at 19; Dr Campbell, President, Palliative Care WA,
JSCEOLC Transcript, 14 December 2017, Session 4 at 8 and Dr Tandon, Chairman, WA Palliative
Medicine Specialists Group, JSCEOLC Transcript, 27 February 2018, Session 5 at 3.

37 Dr McNulty, Palliative Care Medical Specialist, Silver Chain, JSCEOLC Transcript, 27 February
2018, Session 5 at 5.

38 Hon Dr Sally Talbot, Committee Member, and Dr Hennessy, Head of Anaesthesia Department,
Sir Charles Gairdner Hospital, JSCEOLC Transcript, 30 April 2018, Session 1 at 10.
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inadequate access to and provision of palliative care or failure to provide best practice
therapies.3®

To suggest that the figure of 2 per cent is representative of a failure of palliative care to
manage physical pain symptoms fails to take these important considerations into
account.

Furthermore, PCOC is a voluntary program and is primarily used for two purposes—
research and benchmarking, that is, the comparison between one service and another.
The validity of PCOC data across specialist palliative care more generally, and whether
the data can be considered applicable across all palliative care services in Western
Australia is therefore questionable.*® If, however, it is accepted that the data is useful for
benchmarking, Mr Richard Egan of Defend Human Life! suggests that the service
provider with the lowest figures for unmanaged pain symptoms should be used as a ‘gold
standard’ to determine best practice.*! This would be the best use of the data, rather
than to extrapolate an average figure for unmanaged pain symptoms across the entire
palliative care sector.

It also does not follow that if the physical pain symptoms of some patients cannot be
relieved by palliative care therapies that this necessitates the legalisation of assisted
dying. Data collected from Oregon, where physician-assisted suicide has been legalised,
has shown that physical pain is rarely ever cited as the reason for the request for assisted
suicide. The Oregon Health Authority’s Sixth Annual Report on Oregon’s Death with
Dignity Act, 2004, cites the reasons given by those people who have died under Oregon’s
assisted suicide law as being:

e Asteady loss of autonomy (91.4 per cent)

e Less able to engage in activities making life enjoyable (89.7 per cent)

e Loss of dignity (77 per cent)

e Loss of control of bodily functions, such as incontinence and vomiting
(46.8 per cent)

e  Physical or emotional burden on family, friends, or caregivers (42.2 per cent)

e Inadequate pain control (26.3 per cent)

39 Radruch et al (2013) ‘The Prague charter: urging governments to relieve suffering and ensure the
right to palliative care’ Palliative Medicine 27 at 101-102, cited in Australia and New Zealand
Specialist Palliative Medicine (ANZSPM) Guidance Document on Palliative Sedation Therapy,
provided to the JSCEOLC as Supplementary Information by Dr Allison Parr, Director, Medical
Services, St John of God Health Care, Palliative Medicine Consultant, 18 July 2017, at 1.

40 Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Transcript, 27 February
2018, Session 5 at 4.

41 Mr Egan, Research Officer, Defend Human Life!, JSCEOLC Transcript, 9 March 2018, Session 1 at 2.
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Earlier annual reports noted that ‘Patients discussing concern about inadequate pain
control with their physicians were not necessarily experiencing pain.’*? Very similar
statistics are also found in the latest 2016 Oregon Health Authority Report.*?

The experience in the Northern Territory also evidences similar reasons for patients
accessing euthanasia while the Rights of the Terminally Ill Act 1995 (NT) was in operation
there. Kissane noted that ‘fatigue, frailty, depression and other symptoms,’ and not pain,
were the prominent concerns of those patients who received euthanasia at that time.**

Breitbart et al also found no significant association between desire for hastened death
and either the presence or absence of pain or pain intensity. The authors suggest that
this finding may reflect the quality of pain management practiced by the study
institution, or alternatively, that these results may simply confirm previous research that
found little or no relationship between pain and desire for hastened death or interest in
assisted suicide.*® Other research also supports the conclusion that most patients
requesting death do so not based on physical symptoms such as pain but rather based
on depression and other forms of psychological distress.*® The reasons someone
requests assisted dying are complex and multifactorial. Psychological, existential and
social motives are more striking features of requests to die than physical symptoms.*’

Whether assisted suicide should be legalised in Western Australia by trying to determine
an exact figure for the number of people who experience refractory symptoms in end of
life care is not necessary, since the rejection of euthanasia is not dependent on the
perfecting of palliative care. As Dr van Gend has noted, ‘We cannot ease all suffering in
dying any more than we can ease all suffering in childbirth, even though we have made

42 Mr Egan, Research Officer, Defend Human Life!, JSCEOLC Submission 5, at 2-3.

43 See Rev Dr Parkinson, Director, LJ Goody Bioethics Centre, JSCEOLC Submission 53 at 3. Nurses
working in hospices in Oregon report that pain and pain control rated tenth in major drivers of
desire for voluntary assisted dying (VAD) among hospice patients after desire to control the
circumstances of death, the wish to die at home, loss of independence or fear of such loss, and
loss of dignity or fear of such loss: Ganzini et al (2002) ‘Experiences of Oregon Nurses and Social
Workers with Hospice Patients Who Requested Assistance with Suicide’ New Engl J of Med 347 at
582-588, cited by Rev Dr Parkinson, Director, L} Goody Bioethics Centre, JSCEOLC Submission 53
at 3. See also Blank et al (2017) ‘Characterizing 18 Years of the Death With Dignity Act in
Oregon,” JAMA Oncol 3(10) 1403-1406.

44  Kissane, Street and Nitschke (1998) ‘Seven Deaths in Darwin: case studies under the Rights of the
Terminally Il Act, Northern Territory, Australia’ The Lancet 352 at 1097-102, cited by Mr Egan,
Research Officer, Defend Human Life!, JSCEOLC Submission 5 at 11.

45 Breitbart et al (2000) ‘Depression, Hopelessness and Desire for Hastened Death in Terminally IlI
Patients with Cancer,” JAMA 284, 2907-2911 at 2910.

46 Golden and Zoanni (2010) ‘Killing Us Softly: The Dangers of Legalizing Assisted Suicide’ Disability
and Health Journal 3(1), 16-30, at 23. See also Pearlman et al (2005) ‘Motivations for Physician-
assisted Suicide — Patient and Family Voices’ Journal of General Internal Medicine 20(3), 234-39
referenced by Rev Dr Parkinson, Director, L) Goody Bioethics Centre, JSCEOLC Submission 53 at 3.

47 Sprung et al (2018) ‘Physician-Assisted Suicide and Euthanasia: Emerging Issues from a Global
Perspective’ Journal of Palliative Care sagepub.com/journalsPermissions.nav DOI:
10.1177/0825859718777325 at 3.
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enormous progress... Rejection of euthanasia is not dependent on perfecting palliative
care for all patients.’*®

The Professionalism and Human Rights Committee of the American College of Physicians
put it another way:

The suffering of dying patients may be great and is caused by somatic
symptoms, such as pain and nausea; psychological conditions, such as
depression or anxiety; interpersonal suffering due to dependency or
unresolved conflict; or existential suffering based in hopelessness,
indignity, or the belief that one’s life has ended in a biographical sense
but has not yet ended biologically. For some patients, a sense of control
over the manner and timing of death brings comfort. However, is it
reasonable to ask medicine to relieve all human suffering? Just as
medicine cannot eliminate death, medicine cannot relieve all human
suffering.*®

As Dr Megan Best articulated the issue:

It is not about a failure of medicine. As | said, we have better palliative
care than ever before. In my own career, there has been an exponential
improvement in palliative care. So at this time where we can do so much
for people who are dying, we have the loudest call for assisted death. |
think it is about autonomy—people wanting to be able to control their
death.>°

A comment on the Committee’s inquiry into palliative care

The Committee was asked by the Houses to assess the practices currently being utilised
within the medical community to assist a person to exercise their preferences for the
way they want to manage their end of life when experiencing chronic and/or terminal
ilinesses, including the role of palliative care.

The Committee has helpfully acknowledged the importance of access to specialist
palliative care, the unhelpfulness of inconsistent data collection, the insufficient number
of palliative care workers in Western Australia and the gap in care for those deemed not
unwell enough to qualify for an inpatient hospice service. Of particular importance the

48 Drvan Gend, ““Unproductive burdens” still have a right to live,” The Australian, 25 March 2011,
quoted by Mr Randal, President, Coalition for the Defence of Human Life, Presentation to the
Select Committee on End of Life Choices, included in JSCEOLC Response to Questions on Notice,
17 April 2018 at 3.

49 Snyder, Sulmasy and Mueller (2017) ‘Ethics and the Legalization of Physician-Assisted Suicide: An
American College of Physicians Position Paper,” Professionalism and Human Rights Committee of
the American College of Physicians, Annals of Int Med 167(8) at 577.

50 Dr Best, Palliative Care Physician and Academic, JSCEOLC Transcript, 1 May 2018, Session 2 at 4.
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Committee has recognised the need for greater community awareness of palliative care
and made recommendations to assess the accessibility issue and improve education to
health practitioners and the community.

It is regrettable, however, that the Committee has separated its reporting on palliative
care from its reporting on lawful options at end of life. Medical treatment, including
palliative care, is indeed a lawful option at end of life.

In addition it is unfortunate that the Committee has not rigorously engaged with the
recommendations put to it by Western Australia’s peak body for palliative care.>!

It is most regrettable that the Committee has not tested the veracity of its conclusion
that too many Western Australians experience profound suffering as they die, even with
access to the best quality palliative care available. There is no doubt that some Western
Australians experience profound suffering as they die. This can occur when palliative care
is not accessed. However, this can also occur in some instances when less than optimal
palliative care is delivered.

These scenarios were plainly articulated to the Committee by Senior Palliative Care
Specialist Professor Doug Bridge when he recounted several cases:

A terminal patient—I do not quite like that word, but a man or a woman
who is about to die—presented to the Southern Cross Hospital after
hours. The patient was seen by emergency telehealth—that is by
videoconferencing. The decision was made to admit the patient, but
there was no doctor with admitting rights, so the patient was
transferred to Merredin 109 kilometres away. Merredin had no
admitting doctors so the patient was sent to Northam, 270 km from
home. Northam had no beds, so the patient was transferred to Perth.
The patient died alone in the ED in Perth 360 kilometres from home. Bad
luck; tough; it cannot be helped—really? Can we not do better than
that?

When | started doing this in 1983, there were no textbooks, no courses,
no qualifications, no-one to turn to. Silver Chain said to me, “We’re
about to start home care in Claremont. Occasionally, we will have a
difficult patient we can’t look after. You’re a nice, kind physician in
Fremantle Hospital. Would you take them in and look after them?” |
naively said, “Yes, I'll give it a go.” Shortly afterwards, my intern rang
me on Saturday morning, “Doug, | can’t stop this guy’s pain. What

51 Ms Lana Glogowski, Executive Officer, Palliative Care WA, Letter to JSCEOLC, 18 May 2018.
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should I do?” | said, “Give him some morphine.” He said, “I have” so |
said | would be there in five minutes. | came into the room, saw the
ampoule and said, “What’s this, David?” It was morphine sulphate, 30
milligrams. That is a big dose. | asked what he had done with it, and he
said he had given it intravenously ... He had given him 20 ampoules of
30 milligrams in the last hour and he still wanted pain control. If you did
not trust me, you would say this is rubbish; that is enough to kill an
elephant. How could he give a man a massive, massive, massive
overdose, intravenously? Highly dangerous! | had no idea. | was
despairing. Now there is lots of research and knowledge and | would

say, “This is easy, David; stop the morphine. He has opioid-induced

hyperalgesia syndrome. The morphine backfires in the cell and makes it

worse. Stop the morphine and give him methadone and ketamine. He’ll

be right in a few hours.”?

The Committee’s hearings and submissions include multiple stories of Western
Australians who suffered at end of life. It is important that these stories are heard. It is
equally important that those stories are not misconstrued as evidence of the practice of
palliative care being incapable of palliating the suffering of patients generally. Evidence
of poorly practised palliative care is not evidence as to the efficacy of palliative care when
practised properly. Patients with the most difficult cases need access to expertly
practised specialist palliative care.

Finding 1

Specialist palliative care is a relatively new discipline within the medical profession.

Finding 2

Palliative care is poorly understood within the Western Australian community.

Finding 3

The provision of quality palliative care affirms a patient’s right to choose their therapy,
decline futile treatment, choose their place of dying, receive the best possible relief of
symptoms and to refuse to prolong the dying process.

52 Prof Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health Sciences; WA
Country Health Service, Royal Perth Hospital, JSCEOLC Transcript, 9 March 2018, Session 5 at 4-5
(emphasis added).
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Finding 4

Medical treatment, including palliative care is an end of life choice currently available in

Western Australia, however:

a) Patients with non-malignant diseases are under-represented in palliative care in WA;
and

b) access to good quality palliative care across the State is, in any event, currently highly
variable.

Finding 5

Data from the Palliative Care Outcomes Collaboration (PCOC) can be useful in comparing
one service provider with another but it is not, nor is it intended to be, an academically
rigorous tool to assess palliative care generally.

Recommendation 1

The Minister for Health should consult with the Palliative Care Outcomes Collaboration
(PCOC) and service providers to determine a data collection methodology that would set
the lowest figures for unmanaged pain symptoms as the aspirational standard for every
service provider.

Recommendation 2

The Minister for Health should consult with palliative care service providers to ascertain
the current deficit in capacity preventing equitable provision of specialist palliative care
across Western Australia.

Recommendation 3

The Minister for Health should assess the recommendations made by Western

Australia’s peak body for palliative care and report to Parliament with a plan to:

a) utilise co-design workshops;

b) progress the Compassionate Communities model;

c) introduce shared care models;

d) increase the capacity of the Silver Chain Hospice Care Service model of care;

e) build the capacity of existing outpatient clinics to facilitate Advance Care Planning;
and

f) increase the availability and flexibility of Telehealth.

Refusal of Nutrition and Hydration

Voluntary refusal of food and fluids occurs frequently as a normal part of the natural
dying process,> and as such is often a scenario in which palliative care therapies will be
offered, hence the term voluntary palliated starvation. It is legally and ethically possible

53 Mr Cockayne, General Manager, Health Care WA, Silver Chain Group, JSCEOLC Transcript, 15
December 2017, Session 3 at 16.

13



1.46.

Chapter 1

to provide palliative care throughout this process since the palliative care is provided
with the intent of relieving suffering due to pain or other reasons associated with
dehydration and malnutrition.>* Providing pain relief to someone who is not swallowing
is routinely done in palliative care.>®

Dr Best gave evidence that the suggestion that patients are starved to death in palliative
care units is a misunderstanding of the normal metabolic changes which occur at the end
of life. Patients stop feeling hungry and indeed do not gain weight even if force fed, which
is not done as it increases the discomfort of the patient (furthermore, forcing the patient
to eat and drink would also breach their right to inviolability, which is considered further
below).>® All patients at the end of life will lose their appetite and lose either the ability
to swallow safely or the interest to do so.”” Often the refusal of food and fluids is a sign
to medical practitioners that a patient is probably going to die fairly soon.>®

Two Australian legal academics, Professors Lindy Willmott and Ben White, suggest that
voluntary palliated starvation is a practice which is occurring more frequently in Australia
because of the lack of options that patients have as they approach the end of their lives.>®
This statement was not supported in evidence given to the Committee from specialists
in palliative care.

To voluntarily choose to stop eating and drinking, outside of the end stages of the natural
dying process, is a choice that exists in Western Australia.®® However, it is a choice that
is very rarely made. In the clinical experience of the palliative care specialists who gave
evidence to the committee, none had experienced a patient choosing to voluntarily
refuse nutrition and hydration to bring about that patient’s death.6* Where patients had

54 Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department of
Health, JSCEOLC Transcript, 13 December 2017, Session 1 at 24.

55 Dr Koh, Chair, Royal Australian College of General Practitioners, JSCEOLC Transcript, 15
December 2017, Session 1 at 11-12.

56 Dr Best, Palliative Care Physician and Academic, JSCEOLC Transcript, 1 May 2018, Session 1 at 2;
see also Dr Koh, Chair, Royal Australian College of General Practitioners, JSCEOLC Transcript, 15
December 2017, Session 1 at 11.

57 Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department of
Health, JSCEOLC Transcript, 18 May 2018, Session 2 at 19.

58 Dr Koh, Chair, Royal Australian College of General Practitioners, JSCEOLC Transcript, 15
December 2017, Session 1 at 12.

59 Prof Willmott and Prof White, Directors, Australian Centre for Health Law Research, and Ms
Neller, Centre Coordinator, Australian Centre for Health Law Research, JSCEOLC Submission 560
at 4.

60 Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department of
Health, JSCEOLC Transcript, 13 December 2017, Session 1 at 27.

61 The Department of Health recommended that the best people to seek evidence from on this
issue were individual health service providers and/or Palliative Care Physicians through the WA
Palliative Medicine Specialists Group (Department of Health, JSCEOLC Response to Questions on
Notice, undated at 5). See Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care
Network, Department of Health, JSCEOLC Transcript, 13 December 2017, Session 1 at 19;

Dr McNulty, Palliative Care Medical Specialist, Silver Chain, JSCEOLC Transcript, 27 February
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spoken about the option, or had started to refuse nutrition and hydration, they then
decided that they did not actually want to go through with it.5? Requests were not
common, but were considered a good prompt by the palliative care professionals to talk
to the person about their wishes and possibly commence the advance care planning
process with them %3

Though rare, such requests for voluntary palliated starvation are ethically supported
since the right to refuse treatment, or in this case nutrition and hydration, is based on a
right to inviolability—a right not to be touched without one’s informed consent. It is not
a right to die or a right to be killed. At most, people have a negative content right to be
allowed to die, not any right to positive assistance to achieve that outcome.®* The
important legal principle here is the patient’s right to refuse treatment.®> To prevent
someone of sound mind from refusing nutrition and hydration would involve the forceful
introduction of nutrition and hydration through medical treatment, against the wishes
of the individual.

The State Coroner of Western Australia did not consider a death by palliative starvation
as a suicide, or a death brought about by an act of self-destruction being an intentional
act by a person knowing the probably consequences of their actions. The refusal of
hydration and nutrition was not considered by the Coroner as an act of suicide since a
person of sound mind can decide not to keep eating and drinking, and was regarded as
a decision to allow a natural illness to progress.®® Though not expecting to see starvation
or dehydration on a death certificate in end of life cases, the Chief Registrar did note that
it is quite common to see inanition on the death certificates of those who have died

2018, Session 5 at 7; Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC
Transcript, 27 February 2018, Session 5 at 8; and Dr Parr, Director, Medical Services, St John of
God Health Care and Palliative Medicine Consultant, JSCEOLC Transcript, 28 February 2018,
Session 1 at 12 and 13.

62 See Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department
of Health, JSCEOLC Transcript, 13 December 2017, Session 1 at 19; Dr McNulty, Palliative Care
Medical Specialist, Silver Chain, JSCEOLC Transcript, 27 February 2018, Session 5 at 7; Dr Parr,
Director, Medical Services, St John of God Health Care and Palliative Medicine Consultant,
JSCEOLC Transcript, 28 February 2018, Session 1 at 12.

63 Dr Campbell, President, Palliative Care WA, JSCEOLC Transcript, 14 December 2017, Session 4 at
10; Dr Parr, Director, Medical Services, St John of God Health Care and Palliative Medicine
Consultant, JSCEOLC Transcript, 28 February 2018, Session 1 at 12 and 13; Ms Brady, Executive
Manager, Mission, Catholic Homes WA, JSCEOLC Transcript, 28 February 2018, Session 1 at 12.

64 Boudreau and Somerville (2013) ‘Euthanasia is not medical treatment’ British Medical Bulletin
106, 45-66 at 60.

65 Prof Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health Sciences; WA
Country Health Service, Royal Perth Hospital, JSCEOLC Transcript, 9 March 2018, Session 5 at 11.

66 Ms Fogliani, State Coroner of Western Australia, JSCEOLC Transcript, 1 March 2018, Session 1 at
11. This was also reflected in the evidence of Ms Wagland, General Manager, Community,
Brightwater Care Group, JSCEOLC Transcript, 1 March 2018, Session 2 at 6.
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suffering from dementia, as a person starving themselves to death is a known
consequence of dementia.®’

Professor Michael Francis Quinlan, Consultant General Physician and Professor of
Medicine at the University of Notre Dame Australia (UNDA) and former Clinical Professor
of Medicine at the University of Western Australia (UWA), also distinguished the refusal
of hydration and nutrition from a suicide attempt since it is voluntary and it is reversible
if the patient so chooses it.%8

Contrary to the opinion given by Mr Andrew Denton of Go Gentle Australia, who
suggested that palliated starvation and dehydration is a ‘slow and painful’ means of
hastening death and ‘long, slow, and psychologically painful for the person going through
it, their family and the medical team caring for them,’®® evidence given to the Committee
by medical professionals indicated that it can be ‘a moderately peaceful way to die as
long as good associated palliative care is also given,’”’? and that ‘when a person stops
eating and drinking...they actually enter into a peaceful state, where the ketones and
other chemicals from fasting allow the mind to be clear and relaxed.”’*

Evidence was also given to the Committee that a peer reviewed study conducted in
Oregon, comparing the deaths of 102 patients who had voluntarily stopped eating or
drinking until they died with the deaths of 55 patients who had died from physician-
assisted suicide, concluded that the deaths of those who had voluntarily stopped eating
or drinking were considered more peaceful and more comfortable than those by assisted
suicide.”? Dr Rodney Syme, despite being a vocal proponent of euthanasia, wrote in his
book A Good Death: An Argument for Voluntary Euthanasia (2008), that he was surprised
to find how peaceful death by voluntary palliated starvation is, and that it is a choice
legally available to patients, but one that is simply too slow.”?

Finding 6

Loss of hunger and thirst occurs frequently as a normal part of the natural dying process.

67 Mr Cooper, Principal Registrar, Coroner’s Court of Western Australia, JSCEOLC Transcript, 1
March 2018, Session 1 at 12.

68 Prof Quinlan, Consultant General Physician, JSCEOLC Transcript, 1 March 2018, Session 4 at 5.

69 Mr Denton, Go Gentle Australia, JSCEOLC Submission 539 at 6 and 10.

70 Prof Quinlan, Consultant General Physician, JSCEOLC Transcript, 1 March 2018, Session 4 at 5-6.

71 Prof Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health Sciences; WA
Country Health Service, Royal Perth Hospital, JSCEOLC Transcript, 9 March 2018, Session 5 at 5.

72 lbid at 6.

73 Dr Syme, A Good Death: An Argument for Voluntary Euthanasia (2008) — referred to by Prof
Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health Sciences; WA
Country Health Service, Royal Perth Hospital, JSCEOLC Transcript, 9 March 2018, Session 5 at 6.
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Finding 7
Refusal of nutrition and hydration is an end of life choice currently available in Western

Australia, however it is significantly distinguishable from assisted suicide as it is based on
the right to inviolability and is in any case reversible.

Refusal of Medical Treatment

A patient has the right to refuse medical treatment including in order not to prolong the
dying process. This current end of life option should not be conflated with assisted
suicide.

An example of an emphysema patient given by Doctors for Assisted Dying Choice in their
submission to the Committee is actually an example of refusal of medical treatment,
accompanied by good medical care:

when the time came she removed her oxygen and was fitted with a
subcutaneous catheter through which was administered standard
sedation. By midnight she was unconscious and by 11.30am the next
day she took her last breath aged 74.7*

This patient’s death was caused by her underlying condition (emphysema). The patient
was entitled to refuse medical treatment (prescribed continuous oxygen). The patient
was also entitled to give informed consent to palliative sedation to manage her
symptoms and reduce pain and suffering associated with the emphysema.

The Doctors for Assisted Dying Choice example is almost identical to an example given
by Professor Bridge:

This man was about 70. He had advanced lung cancer. He was dying. He
was kept alive by a breathing machine for some days. He said one day,
“I've had enough. Just turn me off.” | spoke to him at some length. |
spoke to his family. We had long conversations. We agreed it was okay.
So in the morning, peacefully, with the family present, he was given
extra sedation, he was relaxed and unconscious, the mask was taken
off, and he died peacefully a few minutes later ... | do not think we need
to change the law to allow it to happen. We need to educate doctors

and nurses that it is okay.”

Professor Kirsten Auret, Academic in Palliative Care at the University of Western
Australia, suggests that ‘[iln old terminology, that may have been called passive

74 Doctors for Assisted Dying Choice, JSCEOLC Submission 402 at 9.
75 Prof Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health Sciences; WA
Country Health Service, Royal Perth Hospital, JSCEOLC Transcript, 9 March 2018, Session 5 at 7.
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euthanasia, allowing that to happen, where now we would call that good medical
practice.’’®

A palliative care physician, Dr Best explained in evidence to the Committee that
treatment initially aimed at cure may become futile in a life-threatening illness; that is,
it stops working, or is so burdensome, due to distressing side effects like vomiting, that
any benefit from the treatment is no longer worthwhile. The treatment may be no longer
prolonging life so much as prolonging the process of dying. At this time a decision may
be made with the patient to stop such a treatment. This practice is not euthanasia,
because the intention is not to kill the patient but to allow the underlying disease to take
its natural course and full supported care will remain in place so the patient is kept
comfortable. In the same way, ‘taking someone off life support’ is not euthanasia. It is
not flicking the switch that kills the patient, it is the underlying disease that does it.””

Patients are not always aware that this choice is available to them. Dr Keiron Bradley,
Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, gave the following
example:

| had someone who came in the other day who is on a lot of heart
medicines. He came in and said, “l want to die.” In actual fact when we
explored it, he had not ever realised that he could stop this whole host
of heart medicines that he was on, including intravenous medicines and
subcutaneous. So when he realised that, when we talked it through with
him, it was this huge relief to him that he could stop them.”®

Dr Best also gave evidence that many people are not aware of the choice to refuse futile
medical treatment which leads to the prolonging of suffering:

We have a lot of people in the community who do not realise that they
actually have a choice to stop treatment which is not aimed at cure
because of the burden of side effects. In my own practice, time and time
again | have seen people who did not realise that they could stop
treatment if they wanted to and be more comfortable, and rather than
spend their time in hospital spend their time at home with the dog. Even
looking at the book of stories of suffering from Go Gentle—I think it was
called The Damage Done—there are examples in that of people who
suffered because they continued with treatment which they had the
opportunity to stop but continued partly because they felt it was aimed

76 Prof Auret, Academic in Palliative Care, University of Western Australia, JSCEOLC Transcript, 1
March 2018, Session 3 at 5-6 (emphasis added).

77 Dr Best, Palliative Care Physician and Academic, JSCEOLC Transcript, 1 May 2018, Session 2 at 2.

78 Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department of
Health, JSCEOLC Transcript, 18 May 2018, Session 2 at 27.
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at cure, and sometimes because family members are scared of losing
the person who is dying and may urge them to continue with
chemotherapy which is ultimately futile in purpose.”

In her evidence to the Committee, Ms Janet Wagland, General Manager of Brightwater
Care Group, gave evidence that people with Huntington’s disease regularly forgo the
placement of a PEG to allow artificial nutrition and hydration. This is considered an
important patient choice:

The people from the Huntington’s community, when you have those
conversations, to them it gives them something real to be making
choices that they know will have an improved longer term outcome for
them depending on what they see as improved. If they would prefer to
have a PEG inserted and be fed through central means, and they feel
that that gives them longer with their families, for them, that is an
improved outcome. For those who do not want to go through the
suffering of really not being able to contribute and interact with their
environment, which is often what the end result is, they will choose to
not have the PEG inserted.®

White, Willmott and Savulescu note that palliative care may be lawfully provided to a
patient as they approach death to manage their pain and symptoms.8! They refer to the
decision in Brightwater Care Group (Inc) v Rossiter, which makes clear that this position
does not change just because the death is occurring due to a refusal of treatment:

There are a number of general principles which can be confidently
stated in relation to this issue. The first is that the legal rights and
obligations relating to the provision of palliative care are unaffected by
the circumstance that the occasion for the provision of that care comes
about as a consequence of Mr Rossiter’s withdrawal of consent to the
continuing provision of other medical treatment, namely, the provision
of nutrition and hydration. Put another way, Dr Benstead’s rights and
obligations with respect to the provision of palliative care to Mr Rossiter
if and when he directs Brightwater to discontinue the provision of

79 Dr Best, Palliative Care Physician and Academic, JSCEOLC Transcript, 1 May 2017, Session 2 at 6.

80 Ms Wagland, General Manager, Community, Brightwater Care Group, JSCEOLC Transcript, 1
March 2018, Session 2 at 8.

81 White, Willmott and Savulescu (2014) ‘Voluntary palliated starvation: A lawful and ethical way to
die?’ (2014) 22 Journal of Law and Medicine 276-386 at 382, provided by Prof Willmott and Prof
White, Directors, Australian Centre for Health Law Research, and Ms Neller, Centre Coordinator,
Australian Centre for Health Law Research, in JSCEOLC Submission 560.
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nutrition and hydration are no different to the obligations which attend
the treatment of any other patient who may be approaching death.8?

Similarly, it would be lawful (as well as good and acceptable medical practice) to relieve
the suffering of a person dying from a valid refusal of blood transfusion, such as a
Jehovah’s Witness. It is the fact of the suffering that is relevant, not its origin.®

Mr Denton suggests that ‘[i]n allowing someone the legal right to refuse life-sustaining
treatment we have already accepted the principle that a dying person has a right to
hasten their own death.”®* However, like the voluntary refusal of nutrition and hydration,
aright to refuse treatment is based on the right to inviolability—a right not to be touched
without one’s informed consent. It is not a right to die or a right to be killed. At most,
people have a negative content right to be allowed to die, not any right to positive
assistance to achieve that outcome.?> Again, the important legal principle here is what is
the patient’s right—the patient always has the right to decline treatment.%®

Assisted suicide is said to be different from the refusal of medical treatment, both in its
nature and its intention. Death is the sole intended and inevitable outcome of assisted
suicide. It is not due to any natural cause, even in those with a terminal illness, but is
artificially induced so that a new and otherwise impossible cause of death has been
substituted for the one which was to be expected. From both ethical and legal
viewpoints, making a person die is different from letting a person die when it is medically
proper to do so.%”

Medical ethics and law strongly support a patient’s right to refuse treatment, including
life sustaining treatment. The intent is to avoid or withdraw treatment that the patient

82 Brightwater Care Group (Inc) v Rossiter (2009) 40 WAR 84 at [52].

83 White, Willmott and Savulescu (2014) ‘Voluntary palliated starvation: A lawful and ethical way to
die?’ (2014) 22 Journal of Law and Medicine 276-386 at 382, provided by Prof Willmott and Prof
White, Directors, Australian Centre for Health Law Research, and Ms Neller, Centre Coordinator,
Australian Centre for Health Law Research, in JSCEOLC Submission 560. It is noted here that
despite the Rossiter judgment clearly expounding the law on refusal or withdrawal of medical
treatment, Mr Rossiter did not choose to have his PEG tube withdrawn and died from natural
causes: Prof Quinlan, Consultant General Physician, JSCEOLC Transcript, 1 March 2018, Session 4
at 6.

84 Mr Denton, Go Gentle Australia, JSCEOLC Submission 539 at 10.

85 Boudreau and Somerville (2013) ‘Euthanasia is not medical treatment,’ British Medical Bulletin
106, 45-66 at 60. See also Snyder, Sulmasy and Mueller (2017) ‘Ethics and the Legalization of
Physician-Assisted Suicide: An American College of Physicians Position Paper,” Professionalism
and Human Rights Committee of the American College of Physicians, Annals of Int Med 167(8)
576.

86 Prof Bridge, Senior Palliative Care Specialist, UWA Faculty of Medicine and Health Sciences; WA
Country Health Service, Royal Perth Hospital, JSCEOLC Transcript, 9 March 2018, Session 5 at 11.

87 Pollard and Winton (1993) ‘Why doctors and nurses must not kill patients’ MJA 158, 426-429 at
426.
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judges to be inconsistent with his or her goals and preferences. Death follows naturally,
after the refusal, as a result of the underlying disease.%®

Finding 8
Refusal of medical treatment is an end of life choice currently available in Western

Australia, however it is significantly distinguishable from assisted suicide as it is based on
the right to inviolability and is in any case reversible.

Palliative Sedation

Palliative sedation therapy and terminal sedation—terminology that can confuse

At the outset it is important to clarify the terminology used to describe ‘palliative
sedation’ and to clear up confusion caused by the use of the term ‘terminal sedation.’ It
was brought to the Committee’s attention that even in specialist fields people do not
always refer to exactly the same thing when using those terms.®

‘Palliative sedation’ is the provision of sedatives in the terminal phase of life and is not
the termination of that person’s life. Palliative sedation is not done with the intent of
bringing about the end of someone’s life, but is administered in order to relieve the
patient from the suffering of refractory symptoms.*®

The submission from Doctors for Assisted Dying Choice raised a local case: ‘[iln 2016 a
Perth doctor... became the subject of a police murder investigation after she described
her management of a dying elderly woman suffering with end stage lung disease using
terminal sedation.’®! The doctor defended her claimed actions by stating that the patient
was in the end stages of her disease, was suffering from extreme breathlessness, and
had previously attempted suicide.®?

It should be noted that the doctor was not a palliative care specialist. Silver Chain noted
in their evidence to the Committee that where a patient’'s symptoms become

88 Snyder, Sulmasy and Mueller (2017) ‘Ethics and the Legalization of Physician-Assisted Suicide: An
American College of Physicians Position Paper,’ Professionalism and Human Rights Committee of
the American College of Physicians, Annals of Int Med 167(8) 576 at 577. This was supported in
evidence given to the Committee by Mr Belcher, CEO Braemar Presbyterian Care, JSCEOLC
Transcript, 27 February 2018, Session 2 at 10; and Dr Tandon, Chairman, WA Palliative Medicine
Specialists Group, JSCEOLC Transcript, 27 February 2018, Session 5 at 13.

89 Dr Parr, Director, Medical Services, St John of God Health Care and Palliative Medicine
Consultant, JSCEOLC Transcript, 28 February 2018, Session 1 at 13.

90 See Dr Koh, Chair, Royal Australian College of General Practitioners, JSCEOLC Transcript, 15
December 2017, Session 1 at 14; Dr Campbell, President, Palliative Care WA, JSCEOLC Transcript,
14 December 2017, Session 4 at 10 and 11 and Palliative Care Nurses Australia, Jane Phillips,
President, JSCEOLC Response to Questions on Notice, 29 January 2018 at 3, 4 and 5.

91 Doctors for Assisted Dying Choice, JSCEOLC Submission 402 at 7.

92 Dr Alida Lancée, ‘Sometimes one needs to stand up for what’s right,” in The Damage Done
(2016), Go Gentle Australia at 128-130.
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unmanageable in a community palliative care setting, they will refer or transfer the
patient to a specialist palliative care unit.*3

1.70. It would also appear that the doctor’s claimed action does not fit within accepted
palliative sedation practice as described by Palliative Care Victoria:

Achieving the effective management of pain and other symptoms is a
high priority in the care of people with a life limiting illness and people
who are dying. Where these symptoms are not readily alleviated by

general health and care services, a referral to access the specialised

expertise of palliative care services should be made. ...a small minority

of patients experience refractory symptoms such as agitated delirium,
difficulties breathing, pain and convulsions. Refractory symptoms are
defined as: “pain or other symptoms for which all possible treatment
has failed, or it is estimated that no methods are available for palliation
within the time frame and the risk-benefit ratio that the patient can
tolerate.” A patient with refractory (unrelieved) distress “must have

received skilled multidimensional management directed at the physical,

psychological and existential dimensions of the symptom before a

symptom is considered refractory.” Prudent application of palliative

sedation therapy may be used in the care of selected palliative care
patients with otherwise refractory distress. [T]he level of sedation used

should be the lowest necessary to provide adequate relief of suffering:

“The doses of medications should be increased or reduced gradually to

a level at which suffering is palliated with a minimum suppression of the

consciousness levels and undesirable effects, with documentation of the

reason for changes and response to such manoeuvres.” Only under

exceptional circumstances is deep and continuous sedation required
from initiation of palliative sedation therapy.®*

1.71.  The doctor’s claimed action also appears to be contrary to the practice advocated by
Palliative Care WA, which is that:

Terminal sedation is sedation designed to relieve extreme distress in a
person who is imminently dying, usually the last hours or days of life.
Sedation should be appropriately used for the control of specific
symptoms once all other alternatives have been considered and found

to be ineffective or inapplicable. The most common refractory

93 Prof Evans, Chief Advisor, Public Policy, Silver Chain Group, JSCEOLC Transcript, 14 December
2017, Session 3 at 12.
94 Palliative Care Victoria (2015) Submission to the Legal and Social Issues Committee Inquiry into End of
Life Choices, Submission 236 at 14-15, as quoted by Mr Egan, Research Officer, Defend Human Life!,
JSCEOLC Submission 5, at 2 (emphasis added).
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symptoms requiring sedation are reported as delirium, which is acute
confusion often characterised by agitation (54%) and breathlessness
(30%) ... a systematic review by Maltoni and colleagues ... found no
evidence that terminal sedation led to hastened death. The palliative

care approach advocates managing the dying person’s symptoms in the
terminal phase in order to relieve suffering and maintain dignity.*>

Much evidence was heard by the Committee that palliative sedation does not hasten
death. Palliative sedation occurs in patients at the end of their life; death is not hastened
as it is already occurring due to the underlying medical condition and the research
evidence supports this.®®

Dr Timothy Koh, Chair of the Royal Australian College General Practitioners (RACGP),
described the clear distinction between palliative sedation and assisted suicide in this
way:

In practice, we are just treating the symptoms, so this is not setting it up
as a sort of way of committing euthanasia as far as | can see, basically.
There is probably a distinction between those two things, | think. We are
really looking at the patient and the needs of the patient and treating
those needs but not with the intent of bringing about the end of
someone’s life.’

Palliative sedation does not hasten death

Palliative sedation is not considered to hasten death; in fact the opposite may be true—
that is, that if someone’s distressing symptoms at end of life are not treated, that in itself
can hasten death. In other words, having uncontrolled pain or agitation can hasten death
and shorten life.?® Dr Elissa Campbell, President of Palliative Care WA, gave evidence to
the Committee of an Australian study from a palliative care unit that looked at doses of
sedating medications and opioid medications in people in the palliative care unit who
died. There was no evidence that the doses of the medication were related to the life
expectancy of the people in the hospice. She concludes that the use of these
medications, in good quality palliative care, does not hasten death.?®

95 Palliative Care WA, JSCEOCL Response to Questions on Notice, 19 December 2017 at 8.

96 Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department of
Health, JSCEOLC Transcript, 13 December 2017, Session 1 at 29.

97 Dr Koh, Chair, Royal Australian College of General Practitioners, JSCEOLC Transcript, 15
December 2017, Session 1 at 13.

98 Dr Campbell, President, Palliative Care WA, JSCEOLC Transcript, 14 December 2017, Session 4 at
10.

99 |bid at 11. See also Dr Parr, Director, Medical Services, St John of God Health Care and Palliative
Medicine Consultant, JSCEOLC Transcript, 28 February 2018, Session 1 at 14 and her comments
on the Maltoni study.
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As to whether palliative sedation medications should be recorded as a cause of, or
contributing to, death on the death certificate, Dr Anil Tandon, Chairman of the WA
Palliative Medicine Specialists Group, advised:

In the care of a person dying from an irreversible medical condition, the
use of sedating or pain-relieving medications are part of standard
medical practice and should not be included as a cause of or
contributing to the death on the death certificate. Such an inclusion
would not be factually correct and would cause undue distress to the
family and caregivers of the deceased person. We do not record the
medication as the cause or a contributing factor to the death because
the disease is the cause and the medications have not contributed to the
death, they have only eased the symptoms prior to the death ... If there
is doubt as to the contribution of pain relief medication to the death of
a person, that death should be reported to the Coroner. If, however, the
doctor is of the opinion that the pain relief medications were given for a
clinically appropriate indication and at clinically appropriate doses, then
they would not be the cause of death.*®

Dr Omar Khorshid, President of the Western Australia branch of the Australian Medical
Association (AMA(WA)), also confirmed that palliative sedation medications would
rarely, if ever, be recorded as contributing to the death, because it is the disease that led
to the death.10!

Dr Tandon went on to state that in the practice of caring for people with irreversible
conditions who are expected to die, the only difference between patients who have
received sedating or pain-relieving medications and those who have not is the degree of
pain and other distress, not the timing of their death, and he notes that this has been
confirmed in numerous settings by independent researchers.'% Dr Tandon also provided
a collection of studies from research undertaken over the past 20 years into the use of
pain medicines and sedatives at the end of life which have demonstrated repeatedly that
the use of these medications does not hasten death, including a landmark study
published in 2010 which demonstrated in a select group of patients with lung cancer,
that their survival was actually longer with palliative care than without.203

Dr Mary McNulty, Palliative Care Medical Specialist, put it succinctly in her evidence to
the Committee that ‘[t]he sedation will not take my life any more quickly; it is just that

100 Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Response to Questions
on Notice, 29 April 2018 at 1.

101 Dr Khorshid, President, AMA(WA), JSCEOLC Transcript, 28 February 2018, Session 2 at 6

102 Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Response to Questions
on Notice, 29 April 2018 at 2.

103 See Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Transcript, 27
February 2018, Session 5 at 6.
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the nature of how | die will change.’*®* This is also in line with what is taught in medical
schools, where the idea of proportionality is very firmly placed within the definition of
palliative sedation taught to students, and that unconsciousness may be the aim of
palliative sedation and that the patient will die during that period of unconsciousness.'%

The criticism of palliative sedation raised by Dr Peter Beahan in evidence to the
Committee was that it is not always possible to determine whether a patient who has
received terminal sedation still suffers with physical or psychological pain, but Dr Beahan
did not present any peer reviewed evidence to support this claim and admitted that ‘we
do not really know because the patients cannot tell us.’'% He went on to state that ‘the
risk of continued suffering would be more likely with lighter levels of sedation. Heavier
sedation may be more effective, but also more likely to shorten life.’2%

Lighter levels of palliative sedation that do not address the distress and refractory
symptoms experienced by the patient would be considered poor palliative sedation.
Further, Dr Beahan’s evidence that using heavier sedation to adequately address these
symptoms is more likely to shorten life is not supported by evidence provided to the
Committee from palliative care specialists above, and indeed there is extensive research
to the contrary. It should also be noted that neither Dr Beahan, nor his colleagues who
gave evidence alongside him to the Committee on behalf of Doctors for Assisted Dying
Choice, have any medical experience in the practice of palliative sedation.%®

Dr Alida Lancée asserted to the Committee that ‘there is no evidence that sedating
someone actually stops their suffering,” and referred to the Cochrane review and the
conclusion drawn that there is insufficient evidence about the efficacy of terminal
sedation in terms of a person’s quality of life or symptom control.?®® However, a
proper and full consideration of the Cochrane review and the conclusions drawn by
that review reveal that the review concluded ‘No studies measured quality of life or
participant well being, which was the primary outcome of the review’ and that
‘Further studies that specifically measure the efficacy and quality of life in sedated
people... and quantify adverse effects are required.”*’° The conclusion that there is a
lack of studies demonstrating that palliative sedation relieves a patient’s suffering,

104 Dr McNulty, Palliative Care Medical Specialist, Silver Chain, JSCEOLC Transcript, 27 February
2018, Session 5 at 17.

105 Prof Auret, Academic in Palliative Care, University of Western Australia, JSCEOLC Transcript, 1
March 2018, Session 3 at 4.

106 Dr Beahan, Doctors for Assisted Dying Choice, JSCEOLC Transcript, 26 February 2018, Session 4 at
6.

107 Ibid.

108 See JSCEOLC Transcript, 26 February 2018, Session 4, at 7.

109 Dr Lancée, Medical Practitioner, Doctors for Assisted Dying Choice, JSCEOLC Transcript, 2 March
2018, Session 3 at 5.

110 Beller et al (2015) ‘Palliative pharmacological sedation for terminally ill adults (Review)’ Cochrane
Database of Systematic Reviews 1 CD010206 DOI 10.1002/14651858 at 3.

25



Chapter 1

the actual conclusion drawn by the Cochrane review, is very different from the
assertion made by Dr Lancée that there is no evidence that sedating someone
actually stops their suffering, and the unsupported inference that therefore patients
undergoing palliative sedation treatment are still suffering.

Palliative sedation is a conventional medical practice in care for the dying

Another criticism made of palliative sedation by proponents of euthanasia is that the
medical practice of palliative sedation is a dangerous and unregulated practice, which
allows some doctors to euthanise patients ‘behind closed doors’.!'! Indeed the
submission of Mr lan Wood referred to palliative sedation as ‘terminal sedation’ and
questioned whether it constitutes ‘slow euthanasia’ in current palliative care service
provision in Australia.’'> However later in the same submission, when referring to the
conclusions drawn by the Quebec Parliamentary Inquiry 2012 and the findings with
regard to the incidence of those ‘euthanised without consent’ in Belgium, Mr Wood
writes:

It is false to say that many patients are euthanised without their
consent. These patients receive continuous palliative sedation when
they are unable to express consent, when they are dying, and when the
doctor and family believe that it is the best way to ease their
suffering.**3

It would appear therefore that for some proponents what is considered ‘slow
euthanasia’ and a dangerous and unregulated practice when it occurs in Australia, is
considered standard ‘palliative sedation’ when practiced in a country where euthanasia
has been legalised. This once again highlights the power and the danger of terminology
being conflated in this debate.

The same inconsistency is evident in the Go Gentle Australia submission made by
Mr Denton. In discussing the rates of ‘life-terminating acts without explicit request’
(LAWER) in Belgium and the Netherlands, which are frequently cited by opponents of
euthanasia as evidence of abuse in those countries, Mr Denton suggests that the rates
in these countries may not even be as high as the statistics indicate since in Belgium ‘as
in the Netherlands, more specific research into LAWER deaths... further clarified that
physicians were, in fact, describing standard clinical management practices of dying

patients in the last days and hours of life. These findings raised questions about whether

these acts are truly equivalent to non-voluntary termination of life.’*'4 And yet, earlier in

111 Dr Alida Lancée in JSCEOLC Transcript, 2 March 2018, Session 3 at 4.

112 Mr Wood, Christians Supporting Choice for Voluntary Euthanasia, JSCEOLC Submission 25 at 11.
113 Ibid at 14.

114 Mr Denton, Go Gentle Australia, JSCEOLC Submission 539 at 6.Part E 17.
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his submission Mr Denton describes the ‘widely practised’ treatment of ‘terminal
sedation’ in Australia as the:

practice of drugging dying patients into a coma in order to alleviate
suffering [that] is “not centrally recorded, the extent of its use is
unknown, and no guidelines exist to regulate it” ..Doctors sign
certificates every day where death was the result of sedation and
withholding hydration. Who would know if the doctrine of double effect
is shielding abuse or cover up? No one is examining, or vouching for, the
doctors’ intentions, yet we are told that this system is safer than one
where doctors actions are guided by regulations and held accountable
by law.*>

So yet again, what is ‘standard clinical management practice in caring for dying patients
in their last days and hours,” and does not necessitate reporting in one jurisdiction is a
dangerous, unregulated and unreported practice in another jurisdiction. The only
difference, seemingly, being the legal status of euthanasia in those countries.

The inconsistency by these proponents, none of whom are palliative care specialists, only
creates confusion. Their evidence obscures what is a standard medical practice in
palliative care in Australia and contradicts the breadth of evidence provided to the
Committee on the practice of palliative sedation as it occurs in Western Australia.
Evidence provided to the Committee included international guidelines for the use of
palliative sedation with clear recommended clinical actions that have been adopted by
palliative care bodies in Australia.’'® Evidence was also given to the Committee that
palliative sedation therapies are medical decisions that are always made in partnership
between the patient and their doctor, or with the patient’s substitute decision-maker
where the consent of the patient cannot be obtained.'”

In practice, opioids are titrated, either up or down, according to the response of the
patient and the titration process can be either gradual, such as once a week, or as often

115 Mr Denton, Go Gentle Australia, JSCEOLC Submission 539 at 9.

116 See the international guidelines on palliative care contained in Cherny and Radbruch (2009)
‘European Association for Palliative Care (EAPC) recommended framework for the use of
sedation in palliative care’ Palliat Med 23(7) 581-93 — provided to the Committee by Palliative
Care Nurses Australia Inc, Jane Phillips, President, JSCEOLC Response to Questions on Notice, 29
January 2018 at 3; and the Australia and New Zealand Specialist Palliative Medicine (ANZSPM)
Guidance Document on Palliative Sedation Therapy, provided to the JSCEOLC as Supplementary
Information by Dr Parr, Director, Medical Services, St John of God Health Care and Palliative
Medicine Consultant, 18 July 2017 at 2.

117 See Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Response to
Questions on Notice, 29 April 2018 at 3; Dr Khorshid, President, AMA(WA), JSCEOLC Transcript,
18 May 2018, Session 1 at 26 and Dr Bradley, Palliative Care Clinical Lead, WA Cancer and
Palliative Care Network, Department of Health, JSCEOLC Transcript, 13 December 2017, Session 1
at 29.
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as several times in one day if clinically appropriate. Low doses should be used initially if
the pain is not severe or if there are concerns about the ability of the patient to tolerate
any potential adverse effects. In all cases, the intention of the titration process is to
minimise the duration that a patient is in distress.’'® Not only are the medications
specially titrated according to the response of the patient, the medications are also

reversible.11?

The doctrine of double effect is not relied on in palliative sedation

Confusion is also extended by proponents of assisted suicide to the application of the
doctrine of double effect as it was expounded by Devlin J in R v Adams.'?° It is argued
that palliative sedation involves the hastening of the death of the patient, and that it is
a legal medical practice only because of the application of the doctrine of double effect—
that the death of the patient was not intended by the medical practitioner, that the
medical practitioner’s intent was to relieve the suffering of the patient.!??

However, the experience of the hospice and palliative care movement over the past
three decades has shown that the safe and effective use of morphine, and other opioids,
and sedatives in pain and symptom control need not bring cause of death into
question.?? Again, many studies have proven that palliative sedation does not hasten or
cause death. There is no clinical scientific evidence that morphine causes death and the
respiratory depressant effects of morphine have been shown to be minimal.’?® This was

118 Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Response to Questions
on Notice, 29 April 2018 at 2. See also St John of God Health Care, JSCEOLC Response to
Questions on Notice, undated, at 1 and Dr Parr, Director Medical Services, St John of God Health
Care and Palliative Medicine Consultant, JSCEOLC Transcript, 28 February 2018, Session 1 at 15.

119 See the discussion with Dr Hennessy in JSCEOLC Transcript, 30 April 2018, Session 1 at 9
regarding how to reverse the effects of opioids and other drugs and the statements made by Dr
Tandon regarding the practice of using high doses of medications to stabilise a patient’s
symptoms, and then for those drugs to be ceased and for the patient to resume an active life
within the limits of their medical condition in WA Palliative Medicine Specialists Group, JSCEOLC
Response to Questions on Notice, 29 April 2018 at 1.

120 Rv Adams [1957] Crim LR 365. See Dr Bradley, Palliative Care Clinical Lead, WA Cancer and
Palliative Care Network, Department of Health, JSCEOLC Transcript, 13 December 2017, Session 2
at 11 for a summary of the ethical principle and its application to medical practice.

121 See White and Willmott (2012) ‘How should Australia regulate voluntary euthanasia and assisted
suicide?’ Journal of Law and Medicine 20, 410-438, and White, Willmott and Ashby (2011)
‘Palliative care, double effect and the law in Australia’ Internal Medicine Journal 41(6) 485-492,
both provided by Prof Willmott and Prof White, Directors, Australian Centre for Health Law
Research, and Ms Neller, Centre Coordinator, Australian Centre for Health Law Research, in
JSCEOLC Submission 560.

122 White, Willmott and Ashby (2011) ‘Palliative care, double effect and the law in Australia,” Internal
Medicine Journal 41(6) 485-492 at 486-7.

123 Ibid at 487, citing DuBose and Berde (1997) ‘Respiratory effects of opioids’ IASP Newsl at 3-5. The
authors also refer to two clinical observational studies which show no evidence of shortened
survival resulting from opioid or sedative use in the last days of life: Good, Ravenscroft, Cavenagh
(2005) ‘Effects of opioids and sedatives on survival in an Australian inpatient palliative care
population’ Intern Med J 39, 512-17 and Sykes and Thorns (2003) ‘Sedative use in the last week
of life and the implications for end-of-life decision making’ Arch Int Med 163, 341-4.
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supported by clinical practice evidence provided to the Committee by various medical
practitioners and palliative care specialists.'?* In fact, in evidence to the Committee, high
profile advocate of assisted suicide, Dr Phillip Nitschke, stated that morphine is an
extremely variable drug in its effect on individuals and it is very difficult to provide
someone with a lethal dose.'?®

Quality palliative care should not need to rely upon the medical ethical principle known
as the doctrine of double effect as a justification for the administration of opioids or
sedatives, as studies have shown that there is no association between the doses of
opioids and sedatives on the last day of life and survival.'?® Emerging evidence shows
that sedating medications, when used appropriately, do not hasten death and therefore
the application of the doctrine of double effect does not come into play at all.’?’ The
conclusion of the 2009 Maltoni study was that ‘Palliative sedation therapy does not

124 See Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department
of Health, who states ‘if you are using morphine appropriately to manage their symptoms, then
the morphine is not what kills them,” in JSCEOLC Transcript, 13 December 2017, Session 2 at 12.
See also Dr Parr, Director, Medical Services, St John of God Health Care and Palliative Medicine
Consultant, who states ‘if you are using medications in a skilled way, actually the evidence from
the literature is that the doctrine of double effect does not really come into play, because what
we are doing is titrating medication according to need, and then we are bringing about relief of
symptoms and relief of distress, and dying may happen alongside that,” in JSCEOLC Transcript,
28 February 2018, Session 1 at 17; Prof Quinlan, Consultant General Physician, states ‘It was very
popular about 30 or 40 years ago to discuss the principle of double effect... | make it clear that it
is not a legal principle; it is an ethical principle and, consequently, with better knowledge, better
scientific knowledge, better experience, the day-to-day application of double effect is not
commonly done,” in JSCEOLC Transcript, 1 March 2018, Session 4 at 4 and Dr Dunjey, General
Practitioner, in answer to the question ‘Do you think that medical practitioners rely on the
doctrine of double effect when administering pain-relieving or sedating medications at the end
of life?’ stated ‘The short answer is no. The question poses... a dilemma which... is not there and
does not need to be there,” in JSCEOLC Transcript, 2 March 2018, Session 1 at 2; and Jane Phillips,
President of Palliative Care Nurses Australia, who wrote ‘To qualify the principle of double effect
in everyday clinical practice, palliative care interventions based on evidence-based clinical
practice guidelines and the individual characteristics of the patient and made by clinicians with
appropriate qualifications and skills are highly unlikely to result in death. The most common
foreseen but unintended effects of palliative care interventions are non-life threatening
medication side effects, such as nausea, which is likely when a person first begins taking opioids
for pain relief,’ JSCEOLC Response to Questions on Notice, 29 January 2018 at 4; and Dr McNulty,
Palliative Care Medical Specialist, Silver Chain, who stated ‘We are very certain that the drugs we
use do not hasten death, which is why we do not believe that we need the principle of double
effect, because we are not doing anything to hasten death,” in JSCEOLC Transcript, 27 February
2018, Session 5 at 6.

125 Dr Nitschke, Exit International, JSCEOLC Transcript, 13 April 2018, Session 1 at 11.

126 Palliative Care WA, JSCEOLC Response to Questions on Notice, 19 December 2017 at 9.

127 See Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department
of Health, JSCEOLC Transcript, 13 December 2017, Session 2 at 19; Dr Best, Palliative Care
Physician, JSCEOLC Transcript, 1 May 2018, Session 1 at 3-4.
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shorten life when used to relieve refractory symptoms and does not need the doctrine
of double effect to justify its use from an ethical point of view.’?8

Dr Tandon put this most clearly in a written response to a series of question put to him
by the Committee:

At the outset, it must be reiterated once again that reference to the
doctrine of double effect is erroneous and based on outdated medical
knowledge and the incorrect interpretation of this information. An
expanding evidence base has repeatedly confirmed that the appropriate
use of sedating or pain-relieving medications does not hasten death.
Peer-reviewed evidence has been provided to the Joint Select Committee
to this effect. Having stated the above, in our opinion current law in
Western Australia adequately protects doctors who act appropriately
within the limits of their scope of clinical practice.*??

The morphine myth

So why then do proponents continue to refer to the doctrine of double effect? For
example, Professor White, in his evidence to the Committee, stated:

We would say—and | expect you have heard this evidence before—in
conversations with some medical colleagues, they say that it need not
hasten death, but there are other medical colleagues who have reached
the view that in some instances where a patient is close to death there
is a prospect of that happening. There are, | guess, different views
clinically on it. A relevant consideration from our perspective, putting
aside whether or not it does in fact hasten death, is whether a

perception that it does can exist. 130

The ‘morphine myth,” that palliative sedation hastens death, is perpetuated by
euthanasia proponents to draw an equivalence between palliative sedation and assisted
suicide—that there is essentially no difference between a doctor relieving the patient’s
suffering through sedation, which may also have the unintended consequence of
hastening death, and the actions of a doctor who relieves a patient’s suffering through

128 Maltoni et al (2009) ‘Palliative sedation therapy does not hasten death: results from a
prospective multicenter study’ Annals of Oncology 20(7) 1163-1169, cited by Dr Anil Tandon,
Chairman, WA Palliative Medicine Specialists Group, Supplementary Information Provided to the
Committee.

129 Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Response to Questions
on Notice, 29 April 2018 at 1.

130 Prof White, Director, Australian Centre for Health Law Research, JSCEOLC Transcript, 26 February
2018, Session 2 at 3.
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administration of a lethal medication with the intent to cause the death of that

patient.

1.94.  The Committee received evidence from palliative care specialists that the myth exists

both among the general public, and among medical practitioners. Dr Bradley said:

| get that every single day at work. The families go, “Oh, you’re going to
set up the pump.” It is kind of done in inverted commas, almost, as if
they assume that because we are talking about providing appropriate
levels of pain relief for the patient, sedation if they need it, that that is
us as doctors ending their life. We spend a lot of our time on a day-to-
day basis explaining that that is not at all what we are doing, that we
are not hastening death.'3!

1.95. Professor Forbes also held a similar view:

| absolutely agree with you that the public does have a misperception
here. | actually think it is a very dangerous misperception because it
devalues life. It devalues the relationship with the physician as healer. If
we lose that, we find it very difficult to do our work. Every therapeutic
complication will end up being adjudicated by lawyers and destroy the
medical system as we know it, let alone the relationship between

patients and doctors.*3?

1.96. In their own personal views, both Dr Bradley and Professor Forbes agreed that the

morphine myth is a view also held by some medical practitioners.'33

131

132

133

Dr Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department of
Health, JSCEOLC Transcript, 18 May 2018, Session 2 at 20-21. See also the comments made by

Dr Best, Palliative Care Physician and Academic, with regard to subcutaneous injections of
palliative medications, morphine and otherwise, and the perceptions of family members and
others who witness it — ‘It is just human nature. You see an injection, someone stops breathing. It
is understandable that someone might think that they were connected, but most of the drugs we
would use at the very end of life with someone whose body was slowing down, generally | think
it would be very surprising if they had time to actually take effect, because at the end of life in
palliative care we put a little needle under the skin. We do not put it straight into the vein
because just under the skin, a subcut needle, is much more comfortable for the patient. It takes a
longer time for those drugs to absorb. | think it is a visual thing that | understand people
deciding, but in fact it is very unlikely that a subcut injection would cause an immediate stopping
of breathing,” JSCEOLC Transcript, Session 2, 1 May 2018 at 9.

Prof Forbes, Acting Chief Medical Officer, Department of Health, JSCEOLC Transcript, 18 May
2018, Session 2 at 21.

Avant Mutual confirm that this is the case in some instances, noting that ‘some practitioners
express concern about providing increasing pain relief and sedation in the terminal phase of
iliness because of the concern that they may be subject to prosecution. The doctrine of double
effect is often not well understood,” Avant Mutual, JSCEOLC Submission 545 at 2.
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In fact, the morphine myth and the doctrine of double effect may even act as a deterrent

to the provision of good symptom control.'3* Some physicians may withhold pain

medication because of ungrounded concerns that higher doses may accelerate death

through respiratory suppression, or that the patient may become addicted to the

medication:13®

Although a review of the medical literature reveals that the risk of
respiratory depression from opioid analgesic is more myth than fact and
that there is little evidence that the use of medication to control pain
hastens death, the belief in the double effect of pain medication remains
widespread. Applying the principle of double effect to end-of-life issues
perpetuates this myth and results in the under-treatment of physical
suffering at the end of life.3®

The morphine myth, and a misunderstanding of the application of the doctrine of double

effect in palliative sedation, has also led some doctors to erroneously admit to

intentionally hastening their patients’ deaths, as Dr Tandon explains:

It is widely recognised that in many cases doctors who admit to
intentionally hastening their patients’ deaths have misunderstood the
application of the principle of double effect and the legislative
framework within which they practice. As has been documented even in
Australia, some medical practitioners equate the use of appropriate
doses of morphine at the end of life with euthanasia, because they
mistakenly think that morphine hastens death. As we have already seen,
this is not the case. The Committee makes reference to studies that
suggest some doctors already admit to intentionally hastening death
even though it is currently against the law. We believe that most times
this is a misunderstanding of the use of opioids and sedating

134

135

136

Sykes and Thorn (2003) ‘The use of opioids and sedatives at the end of life’ The Lancet Oncology
4(5) 312-318, cited by Dr Tandon in Supplementary Information provided to the Committee; Dr
Bradley, Palliative Care Clinical Lead, WA Cancer and Palliative Care Network, Department of
Health, also confirmed that she had seen underdosing or undermanaging of pain due to
misconceptions held about sedatives in medical practice outside of palliative care: JSCEOLC
Transcript, 18 May 2018, Session 2 at 21.

Snyder, Sulmasy and Mueller (2017) ‘Ethics and the Legalization of Physician-Assisted Suicide: An
American College of Physicians Position Paper,” Professionalism and Human Rights Committee of
the American College of Physicians, Annals of Int Med 167(8) 576. See also Janet Hardy (2000)
‘Sedation in terminally ill patients’ Letter, The Lancet, 356 (9245) 1886-7, cited in Go Gentle
Australia JSCEOLC Submission 539 at 29.

Fohr SA (1998) ‘The double effect of pain medication: separating myth from reality’ J Palliat Med
1(4) 315-28, cited by Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC
Supplementary Information; See also Dr Best’s comment that ‘The morphine myth has been
around for years, and we do not seem to be able to squash it. That is a shame because it makes
people scared to use what is really an excellent treatment for pain,” Dr Best, Palliative Care
Physician and Academic, JSCEOLC Transcript, 1 May 2018, Session 2 at 1.
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medication. However, it does indicate that some doctors are prepared
to act outside the law. If this is the case, then we question how will
changing the law make vulnerable people safer?*3’

1.99. If the morphine myth and confusion or fear around the application of the doctrine of
double effect is leading to poor management of patient symptomes, it does not follow
that assisted suicide must be introduced.

Under-dosing is a widely recognised problem and leads to much
unnecessary suffering and distress for patients and their loved ones. In
our opinion, under-dosing occurs not because of uncertainty regarding
the law but because of a lack of medical training and erroneous,
outdated teaching. Under-dosing is not because of an incorrectly used
ethical principle but because of inadequate knowledge on the part of
the doctor.'38

1.100. What is required is greater communication between specialist palliative care services
and community level expertise. Specialist services frequently provide advice to general
practitioners and others who provide palliative care about dosing, adjustments, safety
and drug interactions.’® Under-dosing is not a failure of palliative care—it is bad
palliative care. It is the improvement of palliative care that must be a priority for the
Government of Western Australia, and not the legalisation of assisted suicide.

Finding 9

Palliative sedation, when competently administered, is a legal and ethical end of life
choice currently available in Western Australia.

Finding 10

An expanding evidence base has repeatedly confirmed that the appropriate use of
sedating or pain-relieving medications does not hasten death.

Finding 11

Palliative sedation does not hasten death.

Finding 12
Under-dosing and failure to make a specialist referral are problems that lead to
unnecessary suffering and distress for patients and loved ones.

137 Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Response to Questions
on Notice, 29 April 2018 at 4.

138 Ibid at 2.

139 Prof Forbes, Acting Chief Medical Officer, Department of Health, JSCEOLC Transcript, 18 May
2018, Session 2 at 21.
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Finding 13

Under-dosing and failure to make a specialist referral occur because of a lack of medical
training and, in some cases, outdated teaching.

Recommendation 4

The Minister for Health should facilitate and monitor an improved communication
protocol, and if necessary an improved communication pathway, between medical
practitioners and specialist palliative care services.

Recommendation 5

The Minister for Health should develop and roll out a community awareness program
about specialist palliative care services.

Recommendation 6

The Minister for Health should consult with palliative care specialists about mechanisms
to improve the training and continuous professional education of all health practitioners
about specialist palliative care services.

Suicide and the Distinction between Palliative Care and Assisted
Suicide

While the final end of life choice, of suicide, is a choice available to Western Australians
due to their inherent liberty, it is not a choice encouraged or promoted by the State.
Indeed suicide prevention policies and programs have enjoyed long-standing bi-partisan
support in Western Australia. Consequently, proponents of assisted suicide are regularly
left needing to distance suicide from assisted suicide.

The suggestion is made by assisted suicide proponents that voluntary euthanasia and
physician-assisted suicide sit on the spectrum of end-of-life care, alongside palliative
care, advanced care directives and the refusal and withdrawal of treatment.'*® However,
the choices available to Western Australians at end of life, including palliative care
therapies, and the refusal of nutrition and hydration, refusal of medical treatment and
palliative sedation have a number of things in common which make them distinct from
assisted suicide.

Whilst palliative care is not curative, it also does not have the aim of ending a patient’s
life. Nothing undertaken in palliative care therapies is undertaken to hasten death.*!

140 Mr Denton, Go Gentle Australia, JSCEOLC Response to Questions on Notice, 13 May 2018 at 8.
141 Prof Evans, Chief Advisor, Public Policy, Silver Chain Group, JSCEOLC Transcript, 14 December
2017, Session 3 at 14.
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The cause of death of each of these treatment choices will continue to be the underlying
disease or condition suffered by the patient.4?

Assisted suicide, on the other hand, intends to shorten life and death is caused by the
administration of lethal medications, and therefore should remain distinct from the field
of palliative care.*® The European Association for Palliative Care defines euthanasia as
‘a physician (or other person) intentionally killing a person by the administration of
drugs, at that person’s voluntary and competent request,” and defines physician-assisted
suicide as ‘a physician intentionally helping a person to terminate their life by providing
drugs for self-administration, at that person’s voluntary and competent request’.*4*
Proponents and opponents alike agree that the suffering of the patient must be relieved,
but disagree on the means by which to achieve this goal. Those opposed to assisted
suicide hold the view that killing the patient is not a supportable means to reach the
desired goal of relieving suffering. Rather, they suggest that ‘we must kill the pain and
suffering, not the person with the pain and suffering.”14>

A critical distinction between assisted suicide and the palliative care choices available to
Western Australians at end of life is that the current choices available to patients are all
reversible. Palliative care, refusal of hydration and nutrition, refusal of medical
treatment and palliative sedation are all reversible. If the intention is to cause the death
of the patient, as it is in voluntary euthanasia and physician-assisted suicide, the process
kills the patient.4®

What the above discussion about current end of life choices available to Western
Australians reveals is that assisted suicide is not a step on the continuum of good
end-of-life practices, as it is radically different as the intent is no longer to care but
to kill.

142 Mr Cockayne, General Manager, Health Care WA, Silver Chain Group, JSCEOLC Transcript, 14
December 2017, Session 3 at 16.

143 Dr Tandon, Chairman, WA Palliative Medicine Specialists Group, JSCEOLC Response to Questions
on Notice, 29 April 2018 at 4.

144 Radbruch L et al (2015) ‘Euthanasia and physician-assisted suicide: A white paper from the
European Association for Palliative Care’ Palliative Medicine
<http://www.eapcnet.eu/LinkClick.aspx?fileticket=28Vb601n9SQ%3D> quoted in Palliative Care
Nurses Australia, Jane Phillips, President, JSCEOLC Answers to Questions on Notice, 29 January
2018 at 7.

145 Sprung et al (2018) ‘Physician-Assisted Suicide and Euthanasia: Emerging Issues from a Global
Perspective’ Journal of Palliative Care sagepub.com/journalsPermissions.nav DOI:
10.1177/0825859718777325 at 4.

146 Dr Dunjey, Convenor, Medicine With Morality, JSCEOLC Transcript, 2 March 2018, Session 1 at 3.
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Finding 14
A critical distinction between assisted suicide and the palliative care choices available to
Western Australians at end of life is that the current choices available to patients are all
reversible.
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The Risks of Legalised Assisted Suicide—
Casualties Guaranteed

But the stakes go up when you are saying that someone is going to die.
Dr Nathan Gibson, Chief Psychiatrist of Western Australia, 14 December 2017

There is only one person left, usually, to tell what happened, and that is the person
who is under investigation. That is a real problem... at the end of the day it is one
person’s say-so... The patient, of course, is deceased.

Miss Amanda Forrester, Director of Public Prosecutions (WA), 27 February 2018

Autonomy, Self-Determination and Choice—The Basis of Calls for
Assisted Suicide

Calls for the legalisation of assisted suicide in Western Australia, and elsewhere, are
based on the social theories of independence and individualism, and values of autonomy,
self-determination and choice. Calls for ‘choice’ were echoed in the submissions made
to the Committee,'*” in evidence given to the Committee in public hearings,*® and
indeed among Committee members.14

However:

Advocates of assisted death assume that it is possible to distinguish
between euthanasia requests that are a mis-expression of an

147 For example, see Willmott and White (2017) ‘Assisted Dying in Australia: A Values-based Model
for Reform,’” in Tensions and Traumas in Health Law submitted in Professors Willmott and White,
Directors, Australian Centre for Health Law and Research and Ms Neller, Centre Coordinator,
Australian Centre for Health Law Research, JSCEOLC Submission 560A; and Motor Neurone
Disease Association (WA) (MNDAWA), JSCEOLC Response to Questions on Notice, undated at 9.

148 See comments made by Mr Teale, Chief Executive, Council on the Ageing (WA), JSCEOLC
Transcript, 2 March 2018, Session 5 at 8 regarding the ability to make an ‘informed choice’ and
the comments made by Mrs Trendall, Senior Citizen, JSEOLC Transcript, 7 March 2018, Session 1
at 3, that ‘[e]ach individual is an independent person and as long as their choice of an end does
not in any way impose on any other person, | do not see that there need be any controversy.’

149 See Hon Dr Sally Talbot, Committee Member, JSCEOLC Transcript, 14 December 2017, Session 3
at 15, where the Honourable Member states ‘I think the evidence that you have given us is very
evocative in terms of emphasising the point about the choice of people who are dying. It seems
to me, without wishing to put words into your mouth, that it may be that certain people choose
to opt for voluntary assisted dying as one of their options as part of the ways of expanding their
choice.’
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underlying, unresolved need, and those that reflect a personal
philosophy of choice, despite optimal care. The stakes are high.
Interviewees gave examples of patients who had earlier demanded
euthanasia but who then went on to find meaning through the natural
dying process. Similarly, there were examples of patients who had
contemplated suicide, or survived the attempt, but who valued the life
they went on to live. The enemy, in the end, is a simplistic view.*>°

22.  In the words of Mr Dwight Randal, President of the Coalition for the Defence of Human
Life:

It is more than personal if it requires governments to revise laws to allow
certain types of homicide and suicide. It is more than personal if it
requires doctors to assist in the killing. It is more than personal if it
desensitises medical staff to the preciousness of human life...It is more
than personal if it creates an atmosphere in which other weak or
unwanted people feel pressured to choose to die.*>!
2.3.  Archbishop Timothy Costelloe, Catholic Archbishop of Perth, also saw an important
distinction between personal autonomy and absolute personal autonomy since we all
exist as persons in society:

We do not exist as completely isolated, autonomous people, whose
decisions have no impact on anybody else. So | think our rights have to
be balanced by our responsibilities to the society of which we are a part
and to which we have certain obligations. We are not talking about a
private and personal decision when we are talking about euthanasia or
voluntary assisted dying; we are talking about a decision which,
fundamentally, alters a foundational principle upon which our society
has been built. So no matter how private the decision might be in one
sense that a person might take to seek euthanasia or assisted dying,
inevitably, because of the web of relationships that are part of being
human, it has impacts beyond the person... and their family.*>?

2.4, Mr Christopher Harkness also expressed his concern that ‘the debates in our culture
about euthanasia take a populist and superficial stance that fails to consider the

150 Magnusson RS (2002) Angels of death: exploring the euthanasia underground at 252.

151 Mr Randal, President, Coalition for the Defence of Human Life, Presentation to the Select
Committee on End of Life Choices, included in JSCEOLC Response to Questions on Notice, 17 April
2018 at p8 — quoting Andrew Lansdown (2017) ‘If people were dogs and other false arguments
for euthanasia,’ Life Ministries, 18 January 2017 <http://www.lifeministries.org.au/pamphlets/if-
people-were-dogs-and-other-false-arguments-for-euthanasia/>

152 Archbishop Costelloe, Catholic Archbishop of Perth, JSCEOLC Transcript, 8 March 2018, Session 6
at 2-3.
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implications for both the individual and society at large. The debate sometimes fails to
progress beyond the notion of the rights of the individual to have a dignified death.’*>3

In Chapter 2 of this Report, the discussion moves beyond the philosophical justifications
for legalised assisted suicide around autonomy and self-determination and considers the
practical realities of the revision of laws to allow for doctors to kill, or assist in the killing
of their patients in certain circumstances. This Chapter seeks to address the following
questions:

How do we assess whether an individual is competent to make the autonomous choice
of assisted suicide? And, how do we determine that an individual’s request for assisted
suicide is not affected by demoralisation?

e How do we ascertain whether anindividual’s consent is informed and voluntary?

o Does assisted suicide present an issue for disability discrimination?

e Does assisted suicide conflict with suicide prevention programs already in
operation in Western Australia?

e Isthe medical professional best placed to implement assisted suicide laws?

e Does legalised euthanasia actually guarantee a good death?

Finding 15

Calls for the legalisation of assisted suicide are based on social theories of independence
and individualism and values of autonomy, self-determination and choice.

Finding 16

There is a distinction between personal autonomy and absolute personal autonomy.

Assessment of Competency

Willmott and White’s recommendation that ‘assisted dying’ be permitted is underpinned
by the value of autonomy, though they recognise that a person must be competent to
exercise that autonomous choice.'> Determining whether a patient is competent to
exercise the choice of assisted suicide then becomes central.

Optional referral for psychiatric assessment

Proponents of assisted suicide assert that the consulting doctor is capable of assessing
patient competence, and that psychiatric consultation is only needed when either of the
assessing doctor is uncertain about the patient’s competence or mental state. A

153 Christopher Harkness, JSCEOLC Submission 266 at 3.

154 Willmott and White (2017) ‘Assisted Dying in Australia: A Values-based Model for Reform’ in
Tensions and Traumas in Health Law at 501, provided in Profs Willmott and White, Directors,
Australian Centre for Health Law Research, and Ms Neller, Centre Coordinator, Australian Centre
for Health Law Research, JSCEOLC Submission 560A.
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mandated psychiatric assessment is said to belittle the individual’s autonomy, and
mandating psychiatric assessment would limit access to assisted suicide since access to
psychiatric opinion is limited.'>> General practitioners are considered best placed to
assess the patient’s mental state and decision making capacity, due to their longitudinal
relationship with the patient and the routine use of this assessment in all health care
decisions that patients make.>® This view presupposes that a decision on assisted suicide
is comparable to all other health care decisions.

In the Go Gentle Australia submission to the Committee, Mr Denton notes ‘[w]hat is
essential for the purpose of assessing a patient’s eligibility for physician assisted dying is
not so much ‘depression’ as the presence of ‘adequate decision-making capacity’. There
are specific criteria and guidelines for making this kind of assessment and doctors (not
just psychiatrists and psychologists) are competent to make these kinds of judgments.’*>’
In support of this statement, Mr Denton cites Joshua M. Baruth and Maria | Lapid,
‘Influence of Psychiatric Symptoms on Decisional Capacity in Treatment Refusal.’1>®

A closer reading and examination of this article shows that while Mr Denton correctly
recites that there are ‘specific criteria and guidelines’ for assessing capacity (the authors
refer to the MacArthur Competence Assessment Tool for Treatment (MacCAT-T) as one
instrument to assist clinicians in evaluating decisional capacity), the authors also state:

Importantly, it has been shown that physicians often fail to correctly
recognise incapacity, sometimes as much as 58 per cent of the times,
which further highlights the importance of using formal assessments
like the MacCAT-T as well as consulting relatives and other members of

the health care team.'>°

And further:

Additionally, the impact of a decision should be considered. For
example, vastly different outcomes result from refusing a life saving
treatment that could result in death and refusing a low-risk treatment

155 Doctors for Assisted Dying Choice, JSCEOLC Submission 402 at 4.

156 Ibid at 11. See also Mr Perron, Private Citizen, JSCEOLC Transcript, 13 April 2018, Session 2 at 2;
Mr Walker, Vice President, Dying with Dignity WA, JSCEOLC Transcript, 13 April 2018, Session 5 at
5; Dr Hennessy, Head of Anaesthesia Department, Sir Charles Gairdner Hospital, JSCEOLC
Transcript, 30 April 2018, Session 1 at 11; Prof Willmott, Director, Australian Centre for Health
Law Research, JSCEOLC Transcript, 26 February 2018, Session 2 at 19; Dying With Dignity (WA),
JSCEOLC Submission 565 at 23; Prof Kamien, Medical Practitioner/Emeritus Professor of General
Practice, UWA; Doctors for Assisted Dying Choice, JSCEOLC Transcript, 2 March 2018, Session 3 at
10-11.

157 Mr Denton, Go Gentle Australia, JSCEOLC Submission 539 at 6. Part E 41.

158 Baruth and Lapid (2017) ‘Influence of Psychiatric Symptoms on Decisional Capacity in Treatment
Refusal,” AMA Journal of Ethics 19(5) 416-425.

159 Baruth and Lapid (2017) at 420.
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that may or may not have negative consequences. Accordingly, with

decisions involving greater risk, a physician should consider more than

a_single, objective assessment of capacity and incorporate _more

information based on prior decisions or what others consider a

reasonable decision.1%°

The authors conclude:

It is not appropriate to let a prior or current psychiatric diagnosis solely
determine decisional capacity. However, if a patient is currently
suffering from a mood disorder, is potentially suicidal, or has any other
condition that could potentially compromise his or her capacity, the
patient should be referred to a psychiatrist for a formal consultation.*!

This closer reading of the Baruth article reveals that the assessment of capacity by
doctors can be supported by assessment tools, but that the assessment of capacity is
very complex, particularly in decisions involving greater risk to the patient. This
inconvenient truth is not addressed by proponents.

The assurance given by those who do not see a need for mandatory psychiatric
assessment is that if the doctor has any doubts about capacity or any other thing in a
patient’s request, they can then refer them for psychiatric examination.®? This ‘optional
referral’ model was adopted in the Victorian legislation, which provides for approved
training for capacity assessment and specialist referral where a doctor is ‘unable to
determine whether the person has decision-making capacity in relation to voluntary
assisted dying as required by the eligibility criteria, for example, due to a past or current
mental illness of the person.” Mr Denton suggests that ‘such legislation will improve the
capacity to detect mental illness in the terminally ill. Clinicians will be more vigilant in
determining if it is present and, if detected, patients will be referred for psychiatric
assessment and, if appropriate, care.’!63

However the actual evidence from those jurisdictions with optional referral for
psychiatric assessment is very different to this optimistic opinion. What has happened in
these jurisdictions is that gatekeeping medical practitioners very seldom refer and this
results in persons with treatable clinical depression being wrongfully assisted to
suicide. %4

In Oregon, research by Ganzini found that ‘[almong terminally ill Oregonians who
participated in our study and received a prescription for a lethal drug, one in six had

160 Ibid at 421 (emphasis added).

161 Ibid at 421-2.

162 Mr Denton, Go Gentle Australia, JSCEOLC Transcript, 13 April 2018, Session 6 at 12.
163 Mr Denton, JSCEOLC Response to Questions on Notice, 13 May 2018 at 5.

164 Mr Egan, Research Officer, Defend Human Life!, JSCEOLC Submission 5 at 4.
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clinical depression.”'®> Depression is supposed to be screened for under Oregon’s
enabling legislation. However, in 2016 less than one in twenty five (3.75 per cent) who
died under the Oregon law were referred by the prescribing doctor for a psychiatric
evaluation before writing a script for a lethal substance.®® As to the efficacy of a single
psychiatric visit to assess capacity, another study by Ganzini found that out of 321
psychiatrists in Oregon, only 6 per cent were very confident that in a single evaluation
they could adequately determine whether a psychiatric disorder was impairing the
judgment of a patient requesting assisted suicide.®” In light of this, it would be improper
to suggest or assert that the optional referral system in Oregon safeguards against the
assisted suicide of patients whose capacity is impaired by depression or other mental
health considerations.

A similar experience is also found in other jurisdictions with optional referral for
psychiatric assessment. In the Netherlands the rates of psychiatric assessment before
euthanasia plummeted from 25 per cent in 1998 to 0 per cent in 2010.1%8 In Washington
state, examination of Department of Health reports reveals that only 4 per cent of
patients were referred for psychiatric evaluations.®®

The optional referral model also presupposes a longitudinal relationship between
general practitioner and patient. Doctors for Assisted Dying Choice suggest that general
practitioners are considered best placed to assess the patient’s mental state and decision
making capacity due to their longitudinal relationship with the patient.'’? This assertion
fails to take into account that a patient may seek assisted suicide from a doctor with

165 Ganzini et al (2008) ‘Prevalence of depression and anxiety in patients requesting physicians’ aid
in dying: cross sectional survey,” BMJ 337:a1682, quoted by Mr Egan, Research Officer, Defend
Human Life!, JSCEOLC Submission 5 at 4-5.

166 Oregon Public Health Division (2017) Oregon Death With Dignity Act: Data Summary 2016, Table
1, ‘Characteristics and end-of-life care of 1,127 DWDA patients who have died from ingesting a
lethal dose of medication as of January 23, 2016 [sic = 2017], by year, Oregon, 1998-2016," at 9 —
cited by Mr Egan, Research Officer, Defend Human Life!, JSCEOLC Submission 5 at 5.

167 Ganzini et al (1996) ‘Attitudes of Oregon psychiatrists toward physician-assisted suicide,” Am J of
Psych 153, 1469-75, cited by Mr Egan, Research Officer, Defend Human Life!, JSCEOLC
Submission 5 at 5.

168 Leiva RA (2010) ‘Death, suffering and euthanasia,” Canadian Family Physician 56(6), 528-530,
cited by Rev Dr Parkinson, Director, LJ Goody Bioethics Centre, JSCEOLC Submission 53 at 6.

169 Emanuel et al (2016) ‘Attitudes and Practices of Euthanasia and Physician-Assisted Suicide in the
United States, Canada and Europe,” JAMA 316(1), 79-90 at 86, citing Washington State
Department of Health, Death With Dignity Act Reports, 2009-2015
<http://www.doh.wa.gov/YouandYourFamily/llinessandDisease/DeathwithDignityAct>

170 Doctors for Assisted Dying Choice, JSCEOLC Submission 402 at 11. See also Mr Marshall Perron,
Private Citizen, JSCEOLC Transcript, 13 April 2018, Session 2 at 2; Mr Walker, Vice President,
Dying with Dignity (WA), JSCEOLC Transcript, 13 April 2018, Session 5 at 5; Dr Hennessy, Head of
Anaesthesia Department, Sir Charles Gairdner Hospital, JSCEOLC Transcript, 30 April 2018,
Session 1 at 11; Prof Willmott, Director, Australian Centre for Health Law Research, JSCEOLC
Transcript, 26 February 2018, Session 2 at 19; Dying With Dignity (WA), JSCEOLC Submission 565
at 23; Prof Kamien, Medical Practitioner/Emeritus Professor of General Practice, UWA, Doctors
for Assisted Dying Choice, JSCEOLC Transcript, 2 March 2018, Session 3 at 10-11.
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whom they do not have a longitudinal relationship, nor is it likely that both assessing
doctors will hold a longitudinal relationship with the patient.

The risks of not requiring a psychiatric capacity assessment were identified in a
Committee hearing, in discussion between Hon Nick Goiran MLC and Dr Roger Paterson,
Doctors for Assisted Dying Choice:

Hon NICK GOIRAN: Are there any risks of not requiring a psychiatric
capacity assessment?

Dr PATERSON: There is a theoretical risk. Dr Lisa Miller gave a very good
account in her submission to the inquiry of a case where on a superficial
level one could take the patient’s wish for an early death at face value,
but on further exploration and expert treatment that wish turned out to
be not needed, fortunately. So you may argue that on occasion a
psychiatric opinion may be necessary. We would certainly propose that
that should happen, but not mandatory; really leave it up to the GPs
who are best placed to make that assessment or referral on when
necessary. The GPs know the patients over many, many years in many
situations. A psychiatrist coming in cold, as it were, would have to start
again. GPs are really well placed to make an assessment of cognitive
capacity and psychiatric capacity, and if they are suspicious of any
impairment they would refer on. | think psychiatrists would be able and
willing to get involved at that stage.

Hon NICK GOIRAN: It is an interesting point. In that Miller case you
referred to, wasn’t the problem that it was not picked up early and it
was not until the expert was involved that there was able to be the right
treatment provided? So if the GP misses it at first instance and there is
not a mandatory requirement to go to a psychiatrist, the opportunity is
lost?

Dr PATERSON: Yes. As | say, it is a theoretical problem—in this case a

very real practical problem; an actual problem.

Hon NICK GOIRAN: It was an actual problem in the Miller case.

Dr PATERSON: You could be extra, extra, extra careful and insist on a
psychiatrist getting involved, but no jurisdiction has that around the
world and | can see why; it just would not work.'7*

171 Dr Paterson, Doctors for Assisted Dying Choice, JSCEOLC Transcript, 26 February 2018, Session 4
at 9-10.
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Mandatory psychiatric assessment

With regard to the assessment of ‘the potential existence of mental iliness in an end of
life decision’, Dr Nathan Gibson, Chief Psychiatrist of Western Australia, recommends
‘that any assessment:’

a. Be mandatory

b. Be multiphasic

¢. Be undertaken over a period of time

d. Require extensive third-party corroboration

e. Be subject to assessment by multiple credentialed practitioners in any
single, individual case

f. Be vetted, to exclude inadequate treatment, support or carer

resourcing*’?

Dr Gibson advised that a psychiatrist should provide the clinical assessment of capacity
for assisted suicide. The analogy drawn by the Chief Psychiatrist is that, under the Mental
Health Act 2014 (WA), for an individual to be made involuntary he or she must be seen
by a psychiatrist. The consequence of holding that person involuntarily is considered so
serious that they must be seen by a psychiatrist to determine capacity. Dr Gibson states
‘What | would not like to see is a watered down version that would not apply the same
rigour to individuals seeking to end their life.’’3

With regard to the assessment of a patient’s capacity by a general practitioner, Dr Gibson
goes on to state:

In the situation where a GP is treating mental illness, assisting with the
palliative care and making potential capacity assessments that are not
leading to the potential death of the person, that may be reasonable.
But the stakes go up when you are saying that someone is going to die.

| do not think it is reasonable to have a GP make that capacity

assessment at that point. 174

172 Dr Gibson, Chief Psychiatrist of Western Australia, JSCEOLC Submission 655 at 4-5.

173 Dr Gibson, Chief Psychiatrist of Western Australia, JSCEOLC Transcript, 14 December 2017,
Session 5 at 12. Dr Gibson also restated this position in a later Committee hearing, see JSCEOLC
Transcript, 28 February 2018, Session 3 at 3.

174 Dr Gibson, Chief Psychiatrist of Western Australia, JSCEOLC Transcript, 14 December 2017,
Session 5 at 13 (emphasis added).
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Dr Gibson recognises that he errs on the side of caution in recommending mandatory
assessment, but explains his position in this way:

| plump on the side that we are better to take a rigorous approach and

ensure that we do not miss out on those individuals who may have

difficult and challenging presentations of mental illness so that those

individuals are absolutely able to access the treatment and care that

they need. There are logistic issues, | understand, but | am not sure that
it would necessarily significantly delay the process for individuals who
had capacity who were seeking to access legislation. So, | am really
looking at a “first do no harm” to that cohort that really need that

assessment. Whether you plump on a psychiatrist or a medical
practitioner, if you plump on the side of a medical practitioner, there

may be some situations in which someone has a mental illness that is

not picked up and not treated, so there may be some cases there. It

depends where you actually put the weighting, and | am weighting on
the side of a more cautious approach. As | said, | do not think | am out
of step with many of my colleagues in that regard. | think there is a
multitude of different views. | guess | am trying to make a case for the

protection of individuals with mental illness, access to treatment for

individuals with mental illness and that in the whole picture there are

the rights of people seeking, if the legislation comes in, voluntary
assisted dying. There are also the rights of people who may be unwell

who need the rigour of assessment.1’®

When we consider the complexities involved in assessment of capacity (below), it is clear
that Dr Gibson’s caution is not misplaced.

It should also be noted that while the WA branch of the Royal Australian and New
Zealand College of Psychiatrists (RANZCP) expressed concern about resourcing and
access issues associated with mandatory psychiatric assessment, the WA branch did not
go so far as the RANZCP Victorian branch who gave evidence to the Victorian Inquiry that
optional referral for psychiatric assessment was preferable. The WA branch considered
specialist capacity assessment by other specialists, for instance, palliative care specialists
and geriatricians, to be of significance. They note that ‘[f]or such a difficult area... most
medical practitioners would want to seek a specialist capacity assessment... Around end
of life choices, obviously, there would have to be a degree of scrutiny of that because it
is such a difficult and permanent decision.”?’® RANZCP(WA) did not defer capacity

175 Dr Gibson, Chief Psychiatrist of Western Australia, JSCEOLC Transcript, 28 February 2018, Session
3 at 8 (emphasis added).

176 Dr Moore, Branch Chair, Royal Australian and New Zealand College of Psychiatrists (WA), JCEOLC
Transcript, 28 February 2018, Session 5 at 3 and 4.
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assessment to general practitioners and still saw specialist assessment to be of
importance.

Further in their submission, RANZCP(WA) state ‘Given the serious medico-legal
implications, [assessments of mental health diagnoses or cognitive impairment] are
necessarily detailed and often require collection of extensive background history, liaison
with family/carers and health professionals.” RANZCP(WA) suggest that ‘due to the often
rapidly changing manifestations of mental illness, proper assessments are best
undertaken by clinicians with the benefit of extended interactions over a significant
period of time with the individual in question.’*”” They also note that ‘[t]Jraumatic brain
injury, addictions, dementia and delirium may all confound assessments of capacity and
non-psychiatrically trained doctors “are not well placed to recognise the presence of
these conditions in the medically ill population.”’%78

The complexities involved in the assessment of capacity

The reasons behind a preference for specialist assessment of capacity are various and
relate to the complexity involved in assessing a patient’s capacity, particularly in the
context of assisted suicide.

Dr Gibson notes that:

While individuals with mental illness must be afforded the same rights
as other individuals within society, they are implicitly vulnerable in the

potential context of seeking end of life because of issues of stigma, the

inherent nature of mental illness (the complexity of determining

remedial drivers and the influences on these), and the complexity of

determining capacity.

It is inherently complex to determine the influences on drivers to seek
end of life in an individual with mental illness.

It cannot be assumed that decision making regarding end of life for an
individual with mental illness is linear, simple or obvious.'”®

In his submission to the Committee, the Chief Psychiatrist identifies a number of factors
that contribute to the complexity of assessing capacity:

e Capacity is decision specific
e Capacity is fluctuant, and can change over time

177 Royal Australian and New Zealand College of Psychiatrists (WA), JSCEOLC Submission 391 at 6.

178 lbid, quoting Ryan C (2012) ‘Playing the Ferryman: Psychiatry’s role in end-of-life decision-
making,” ANZJ of Psych 46(10) at 932-5.

179 Dr Gibson, Chief Psychiatrist of Western Australia, Submission 655 at 4 (emphasis added).
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e The assessment of capacity in a clinical setting cannot be a ‘tick-box,” but
involves a robust interpersonal assessment as well as consideration of the
specific criteria

e Ability to assess capacity is a variable skill across medical practitioners

e Where an individual has significant, fluctuating mental iliness, the clarification
of decision-making capacity can be a significant ongoing challenge; Capacity is
complex in individuals with mental illness!8°

2.30.  Dr Gibson also testified to the difficulty of assessing capacity, and that someone who
appears to have capacity may actually be lacking capacity:

The example of that [where someone lacks capacity or the psychiatrist
has uncertainty about the individual’s capacity] is where you see
someone - it is not an uncommon scenario—and they appear to have
capacity. But when you go and speak to their family, it is very clear that
what they have said to you is entirely problematic and they do not have
capacity, based on what they have been doing. What they have been
saying does not reflect what they have been doing. Sometimes if you
just do a one-off assessment with the person, you could be tricked, not
because the person is trying to trick you; you just do not get the full
story. That is why | think if there is any doubt, you should do it again.
Certainly, if someone does not have capacity, you should do it again as
well, 18!

231.  RANZCP(WA) also note that:

People suffering from mental disorders may manifest significant
fluctuations in their cognitive function over short periods of time and
may also vary in decision-making capacity depending on the matter
being addressed... For a person with co-existing physical and mental

illnesses, ensuring adequate decision-making capacity in the context of
PAS may therefore pose significant challenges.8?

2.32.  The issue of co-morbidity as a complicating factor in the assessment of capacity has also
been raised in peer-reviewed literature. Ryan, a Consultation-Liaison Psychiatrist from
the Department of Psychiatry, Westmead, notes that ‘Sadness and despair are normal

180 Ibid at 3-4 (emphasis added). That capacity assessment is a difficult area medically, since capacity
can fluctuate and change, was also acknowledged by Mrs Wallace, Delegate of Justice Jeremy
Curthoys, State Administrative Tribunal of WA, JSCEOLC Transcript, 28 February 2018, Session 6
at 5-6.

181 Dr Gibson, Chief Psychiatrist of Western Australia, JSCEOLC Transcript, 14 December 2017,
Session 5 at 15.

182 Royal Australian and New Zealand College of Psychiatrists (WA), JSCEOLC Submission 391 at 6
(emphasis added).
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responses to the news that one is gravely ill. However, as many as one in five seriously
ill people go beyond this normal response to develop major depression. Major
depression is far more than a disorder of emotion; its effects on reason and the intellect
may be just as profound.’*®3 Further:

Unfortunately, the diagnosis of major depression in the gravely ill is very
difficult. Low spirits are to be expected in serious illness, and many of
the other features of major depression (such as weight loss and sleep
disturbance) are also common in physical illnesses. The difficulty of
diagnosis is reflected in studies that reveal that non-psychiatrically

trained doctors miss up to half of cases of major depression in the
medically ill. 184

The risk of undiagnosed mental illness was also identified by the New York Task Force on
Life and the Law in a 1997 supplementary report:

Many individuals who contemplate suicide — including those who are
terminally ill — suffer from treatable mental disorders, most commonly
clinical depression. Yet, physicians routinely fail to diagnose and treat
these disorders, particularly among patients at the end of life. As such,
if assisted suicide is legalised, many requests based on mental illness are

likely to be granted, even though they do not reflect a competent,
settled decision to die.8>

The difficulties faced by patients with co-morbidity was also addressed in evidence given
to the Committee. Dr Best noted that the incidence of depression is high in terminally ill
patients, and up to 80 per cent of depressed patients with cancer are not diagnosed or
treated.'®® Dr Khorshid of the AMA(WA) noted that:

[T]he discussion around diagnosis of depression and other mental
illnesses that are co- morbid with terminal illnesses is very difficult for
the average doctor and very difficult for a palliative care physician or
any non-psychiatrist, and, in fact, is probably difficult for psychiatrists
as well. Our strong recommendation is that a psychiatric assessment be
completed for everybody accessing this option, partly around

183 Ryan CJ (1996) ‘Depression, decisions and the desire to die’ Med J Aus (1996) 165(8) at 411.

184 Ibid (emphasis added) — citing the following studies: Feldman, Mayou and Hawton et al. (1987)
‘Psychiatric disorder in medical patients,” Q/M 63, 405-412; Nielson and Williams (1980)
‘Depression in ambulatory medical patients: Prevalence by self-report questionnaire and
recognition by nonpsychiatric physicians’ Arch Gen Psychiatry 37, 999-1004 and Clarke and Smith
(1995) ‘Consultation-liaison psychiatry in general medical units,” Aust NZ J Psych 29, 424-432.

185 New York Task Force on Life and the Law (1997) Supplementary Report to When Death is Sought:
Assisted Suicide and Euthanasia in the Medical Context (1994) at 4-5; quoted by Mr Egan,
Research Officer, Defend Human Life!, JSCEOLC Submission 5 at 10.

186 Dr Best, Palliative Care Physician and Academic, JSCEOLC Transcript, 1 May 2018, Session 2 at 3.
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competence...but mainly to exclude significant mental illness. We know
those rates of mental illness are extremely high in this population and
we would not countenance access to euthanasia because someone is
depressed. We feel that would be an inhumane treatment.*8’

General data around liaison psychiatry suggests that around 40 per cent of people in a
general hospital setting may be experiencing some degree of significant mental health
comorbidity along with their physical health morbidity. Comorbid depression with cancer
or other advanced illnesses is common.188

The impact of failure to identify psychiatric comorbidity in terminal patients is illustrated
in a Palliative Care Australia article in which Professor Gregory Crawford shares the
difficulty he has encountered in identifying psychiatric illness in a patient suffering from
a terminal condition:

One of the motivators was that | looked after a 15-year-old girl who had
a malignancy who looked like she was dying. | was working as the
clinical head of palliative care at a hospital in Adelaide, and she was
referred to us on the basis that she only had weeks to live. She had
difficult pain to manage and other symptoms that led to her becoming
more and more withdrawn.

I was slow to recognise that she was depressed and | found it hard to
find advice and support about to manage it.

| looked in the literature and talked to psychiatrists and other
colleagues. | ended up changing her antidepressants and she made a
miraculous improvement, both physically and psychologically. She
improved and lived for another 12 months. She had serious, progressive
disease but her physical function and her ability to interact and live
improved. She went off on a holiday, achieved some other things on her
wish list and made lots of other nice memories for her family.

She died at home, supported by our palliative care service and her GP,
and we had support from the paediatric palliative care service.

It showed me that sometimes the symptoms of impending death and
the symptoms of advanced depression can look very much the same. |
felt a bit like | had failed, having taken so long to recognise her
depression and then act on it, which made me determined to learn more

187 Dr Khorshid, President, AMA(WA), JSCEOLC Transcript, 18 May 2018, Session 1 at 7.
188 Dr Miller, Clinician, Consultant Liaison Psychiatrist in Cancer and Palliative Care, JSCEOLC
Transcript, 13 December 2017, Session 4 at 4-5.
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about depression in this context. It drove me to try and understand more
about psychological illness.

There has been a large amount of research in this area, but it is still very
difficult to really determine what is a normal reaction to what is
happening, like sadness, and what is an abnormal reaction, like a major
depressive illness.

The implications of not diagnosing are that patients have increasing
suffering and may not be getting the best treatment. They may be losing
an opportunity to have more time or meaningful interaction with people
around them. For their families, this can be a very large trauma; to not
understand why somebody has turned their back on them or why they
might be rejecting relationships, being overwhelmingly sad, or wanting
to die precipitously. When triggered by depression, those responses can
be quite challenging.*®?

Professor Crawford notes that the implications of not diagnosing a mental illness in a
terminal patient are that the patient will have increased suffering and may not be
receiving the best treatment. Were assisted suicide to be legalised in Western Australia,
the implications for the patient would also include an early and unnatural death.

Demoralisation and the wish to hasten death

In any event, reducing the need for psychiatric consultation to the issue of competency
ignores the relevance of other psychological factors that go into the request for assisted
suicide.'® RANZCP(WA) note in their submission that there is a significant body of
literature around the wish to hasten death, which should be taken into account in any
discussion of this important and complex area.*®?

RANZCP(WA) emphasise the need for better supported consultation-liaison psychiatry
with psychiatrists who specialise in the treatment of mental illness in the context of
physical illness:

In situations where a patient has a terminal condition causing suffering,
there is a risk that symptoms of mental ill health may be mistaken by a

189 Heather Wiseman (2017) ‘Distinguishing between sadness and depression at the end of life: a
significant challenge tackled by a leader in palliative care,” Palliative Care WA, 29 August 2017 —
interview with Prof Gregory Crawford.

190 Golden and Zoanni (2010) ‘Killing Us Softly: The Dangers of Legalizing Assisted Suicide,” Disability
and Health Journal 3(1) 16-30 at 23-24, citing Hendin and Foley (2008) ‘Physician assisted suicide:
a medical perspective,” Michigan Law Review 106, 1613-1640.

191 Royal Australian and New Zealand College of Psychiatrists (WA), JSCEOLC Submission 391 at 2.
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doctor not trained in psychiatry for an ‘understandable’ reaction to their
condition. Furthermore, treatment for mental health issues can help to
relieve the experience of physical pain, due to the interaction of
biological and psychological systems.?

As cited earlier, advocates of assisted suicide assume that it is possible to distinguish
between euthanasia requests that are a mis-expression of an underlying, unresolved
need, and those that reflect a personal philosophy of choice, despite optimal care. The
evidence given to the Committee with regard to the complexity of consultation-liaison
psychiatry indicates otherwise.

Dr Lisa Miller, Clinician and Consultant Liaison Psychiatrist in Cancer and Palliative Care,
gave evidence to the Committee that the expression of a wish for hastened death must
be distinguished from specifically a desire to end life, or the desire to pursue assisted
suicide as a mechanism of ending life.13 The case study she presented clearly illustrates
the risk assisted suicide represents for patients affected by a mental illness such as
depression, but also the condition of demoralisation:

I have a single clinic. It is the only specifically funded cancer liaison
psychiatry clinic in Western Australia. It had a month waitlist, but the
urgency of the situation meant that | made specific time to be able to
see this fellow within two days of receiving that contact.

| then met with him and with his wife and he certainly appeared very
low in mood. | asked him to tell me a bit more about his experience. He
described his discomfort on swallowing. He had lost a substantial
amount of weight, approximately 10 kilograms, over the course [of] his
treatment. He felt that this was unendurable for him. He really felt that
there was no point in continuing to live if life meant living like this.

So as a process of taking an individualised history from him, finding out
a little bit more about him as a person, the things that were important
to him, he was able to actually articulate that there was a range of
physical symptoms that were contributing to his significant distress,
particularly that pain was making it very difficult for him to eat. He felt
that if continued treatment meant that he would continue to need to
experience this burden, that that was clearly not an option for him. But
he actually also was very much wanting to be helped at the same time,

192 Ibid at 4.
193 Dr Miller, Clinician, Consultant Liaison Psychiatrist in Cancer and Palliative Care, JSCEOLC
Transcript, 13 December 2017, Session 4 at 2.
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so | certainly did feel that he was suffering from a major depressive
disorder.

| also felt that he was suffering, because | am a palliative medicine
specialist by training as well, that he had severe mucositis—so
inflammation of the very sensitive mucosal linings that can happen with
chemo and radiotherapy for head and neck cancers—and that his
substantial weight loss and the associated malnutrition that he had
developed was also likely to be a feature contributing both to his low
mood, his fatigue, and also to his inability to actually improve his
nutrition. Once people slip into starvation syndrome, it is very difficult
for them to restore their own nutrition. So in the process of speaking
with him and with his wife, he was agreeable to me starting an
antidepressant medication that | know to be tolerable for people who
are undergoing cancer treatment. It comes in a particular soluble form
that makes it less difficult for people who are having trouble swallowing.

We organised for some specialist palliative care input, but also | was
able to talk to the radiation oncology registrar through optimising some
of his medication so that he could tolerate those in a form that was
manageable for him, as opposed to trying to swallow tablets.

In addition, | was able to organise a dietitian referral to work on some
supplements to improve his diet. Ultimately, we actually did organise an
inpatient hospital admission for some nasogastric feeding to improve
his nutrition. Within two weeks, he was already exhibiting substantial
improvement in his depression, his symptom control was 