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1. WA Department of Health submission to the Joint Select Committee
on End of Life Choices
This submission addresses the provision of end of life care, palliative care and Advance Care
Planning (ACP) in Western Australia and initiatives currently in place to strengthen the provision
of this care.
The submission provides background information about current palliative care and end of life
care practice and service provision in Western Australia. The submission specifically addresses
item D) in the Joint Select Committee's Terms of Reference:
D. Examine the role of Advance 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.
This submission is based on research, evidence and data related to specialist palliative care,
end-of-life care and ACP.

2. Definitions
2.1 Palliative Care
The World Health Organisation defines palliative care as:
"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:
•
•
•
•
•
•
•
•
•

provides relief from pain and other distressing symptoms
affirms life and regards dying as a normal process
intends neither to hasten or postpone death
integrates the psychological and spiritual aspects of patient care
offers a support system to help patients live as actively as possible until death
offers a support system to help the family cope during the patients illness and in their
own bereavement
uses a team approach to address the needs of patients and their families, including
bereavement counselling, if indicated
will enhance quality of life, and may also positively influence the course of illness
is applicable early in the course of illness, in conjunction with other therapies that are
intended to prolong life, such as chemotherapy or radiation therapy, and includes
those investigations needed to better understand and manage distressing clinical
complications".
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2.2 End-of-life care
End-of-life care "Includes physical, spiritual and psychosocial assessment, and care and
treatment delivered by health professionals and ancillary staff. It also includes support of
families and carers, and care of the patient's body after their death.
People are 'approaching the end of life' when they are likely to die within the next 12 months.
This includes people whose death is imminent (expected within a few hours or days) and those
with:
•
•
•
•
•

advanced, progressive, incurable conditions
general frailty and co-existing conditions that meant that they are expected to die
within 12 months
existing conditions, if they are at risk of dying from a sudden acute crisis in their
condition
life-threatening acute conditions caused by sudden catastrophic events"
End-of-life care is provided across inpatient, community and aged care settings 2 .

3. Background to the WA Cancer and Palliative Care Network
The WA Cancer and Palliative Care Network (WACPCN) was established in 2006 with a
mandate to provide leadership in cancer control and palliative care. The WACPCN provides a
range of services that complement the activities of Health Service Providers and the WA health
system as well as projects projects aimed at the community and health professionals across
WA. WACPCN aims to improve practice by coordinating services, setting standards and funding
programs. It provides advice to cancer and palliative care services in WA so that patients across
the state have access to quality, timely care.
To fulfil the responsibilities of its mission and strategies, the WACPCN works closely with:
•
•

Clinical, non-clinical, community, government and non-government organisations within
Western Australia
National and international cancer and palliative care lead agencies.

The WACPCN has several clinical experts who lead collaborative groups that dedicate their
time and expertise to clinical reforms related to specific cancers and palliative care.
The Palliative Care team in the WACPCN works closely with the Palliative Care Clinical Lead
and Palliative Care Advisory Committee to provide system wide policy and clinical improvement
for palliative care, end-of-life care and Advanced Care Planning in Western Australia.

4. Growing demand for palliative care and end-of life care
In Western Australia, as elsewhere in Australia and internationally, demand for palliative care
and end-of-life care continues to grow. This is associated with an ageing population and a
corresponding increase in the number of people living with chronic illnesses. In 2016 there were
14, 839 deaths in WA, which represents 9.4 per cent of the nation's registered deaths 2 . It is
estimated that 50 — 70 per cent of these deaths could be clinically expected 3 .
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Figure 1 depicts typical patterns for chronic conditions leading to death, indicating that not all
deaths are the same.

Figure 1: Trajectories of chronic conditions
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It has been identified that 35 per cent of Australians, over 7 million people, are currently living
with a chronic condition s . An increasing number have multiple chronic conditions, with the
Australian Institute of Health and Welfare reporting in 2015 that approximately 20 per cent of the
population had two or more chronic conditions 6 .
In 2011, chronic conditions were the leading cause of illness, disability and death in Australia,
accounting for 90 per cent of all deaths. Most Australians will die with chronic disease;
currently ischaemic heart disease and dementia are the leading causes of death 2 . Cancer is
increasingly also a chronic illness with advances in treatment meaning that 68 per cent of
people diagnosed with cancer are still alive 5 years later 8 .
Australians also often die of multiple causes. In 2014, there were an average of 3.3 causes for
each death in Australia 9 . As the population ages, deaths are likely to feature chronic conditions
with multiple comorbidities 10 . In 2014, approximately two-thirds of deaths (65.9 per cent) in
people aged over 75 years, and 53 per cent of deaths in people aged under 45 years had three
or more conditions 1° .
Advances in medicine and clinical practice mean that people with a life limiting illness,
particularly cancer, are now living with the symptoms of life-limiting illness for longer. This
increases the complexity of needs for this population group 3 . Specialist palliative care clinicians
have particular expertise in providing holistic care to the patient and family to manage pain and
symptoms throughout the course of life limiting illness and in the terminal phase. As part of this
practice it should be noted that treatment that is appropriately titrated to relieve symptoms and
has a secondary and unintended consequence of hastening death, is not euthanasia".
There is growing evidence that people receiving early specialist palliative care as part of their
cancer-treating therapies may have a better quality of life and live longer12-15 .Early referral to
specialist palliative care may improve quality of life, mood, coping, symptom management and
death in the patient's preferred place of choice as well as frequency of end-of-life discussions in
patients with newly diagnosed cancer 15-17 . Studies show that early provision of specialist
palliative care may reduce the overall cost of traditional cancer care and that home based
palliative care can lead to lower costs of care 18 . More research is needed to demonstrate
whether these effects apply equally in the Australian setting.
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The strong association between cancer and specialist palliative care continues. In 2011, the
Australian Institute of Health and Welfare reported that 77% of those in specialist palliative care
services in admitted patient settings were cancer patients, yet most expected deaths are related
to non-cancer conditions 2 ' 19 In a study that analysed deaths in Western Australia and hospital
and emergency department use during the last year of life, 61 per cent of people were in
hospital on their last day of life, and the majority (65.5 per cent) had a non-cancer diagnosis 20 .
.

5. Current provision of palliative care in Western Australia
In Western Australia, end-of-life care is delivered by all health services caring for people with
life-limiting illness in acute and primary care settings and in residential facilities.
In addition, WA Health's specialist palliative care services cover metropolitan, regional areas
and include acute, community, paediatrics, residential care and acute settings.
The structure of palliative care and end-of life care enables effective reach of specialist palliative
care services across large geographical areas, multiple settings of care and a distributed
population. Having a single provider of home-based specialist palliative care in metropolitan
Perth achieves a high quality service that enables the majority of patients to die in their place of
choice. The work of the WACPCN has helped to ensure an integrated and high quality
approach to care across the state.
The provision of specialist palliative care, end-of-life care and ACP in WA is supported by a
program of education delivered through the Palliative and Supportive Care Education Service
(PaSCE), research conducted by tertiary institutions and advocacy and awareness raising
through the peak body, Palliative Care Western Australia.
Specialist palliative care is provided across 29 government and non-government sites by health
professional teams with recognised palliative care qualifications/training. This care is provided
through inpatient, consultancy and community models.
Health Service Providers and Non-Government organisations (NGO's) are funded to provide
public palliative care services. Private inpatient specialist palliative care is also available at
multiple sites.
Capacity building is provided across residential settings (aged care, disability, corrections,
psycho geriatric) in the metropolitan area by a mobile specialist palliative care team employing
specialist palliative care nurses, social workers and medical clinicians. This capacity building
enables residents to stay at home in the facility and avoid transfer to hospital for issues that
could be managed in the facility.
The Rural Palliative Care Program (RPCP) employs 19.1 health professionals across all rural
regions to provide palliative care through direct care, consultation and education and training.
This comprises a mix of specialist Nurse Managers, Clinical Nurses, Senior Social Workers,
Aboriginal Health Workers and Administrative Assistants. Palliative Care medical input is
provided by resident Palliative Care Physicians in South West and Great Southern regions and
by visiting Palliative Care Physicians in all other regions.
Service summaries detailing the services available across WA have been developed and are
available on the Department of Health website 21 .
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6. When are people referred for palliative care?
The WA Department of Health has worked with palliative care clinicians to establish the
following referral criteria for specialist palliative care:
•

•

The patient has progressive, life limiting or life threatening disease (malignant and/or
non-malignant) and any of the following:
— the patient has symptoms that require specialist assessment/management and
which are beyond the capacity of the primary care team to manage optimally
— the patient and/or their family has psychological, social or spiritual needs that
require specialist assessment
— the patient is dying and the primary care team requires additional support and/or
advice
Note that patients who are receiving life prolonging treatment are not excluded from
referral to specialist palliative care 19
.

Triggers for referral include:
•
•
•
•
•
•
•
•
•

the referring clinician would not be surprised if the patient died within the next 12 months
recurrent presentations to hospital
for inpatients, it would not be a surprise if they died this hospital admission
progressive disease despite life prolonging therapy
low probability of success from available therapeutic options
withdrawal, or consideration of withdrawal, of life prolonging treatment (for example:
haemodialysis, ventilation)
patient or family concern about end of life issues
recent marked decline in physical function
care needs exceed carer capacity22 .

7. Who is receiving palliative care in Western Australia?
In 2015-16 there were about 65,000 palliative care-related hospitalisations reported from public
and private hospitals in Australia. In WA there were 3,818 palliative care related hospitalisations
reported by 72 public and private hospitals to the Australian Institute for Health and Welfare
(AIHW) for this period 23 . This is known to be an under-estimate of actual palliative care activity
in WA. Rollout of a system to enable accurate capture of palliative care data in WA is currently
underway.
AIHW reports that in WA the majority of palliative care-related hospitalisations occurred in
private hospitals. This is largely attributable to the practice of purchasing public palliative care
beds in private facilities such as Bethesda Health Care and St John of God Healthcare.
The average length of stay reported by AIHW for palliative care-related hospitalisations was
10.6 days nationally and 10.3 days for WA23 .
In 2015/16, 2,811 Western Australians died in hospital from a condition considered amenable to
palliative care (Alzheimer's disease, chronic cardio pulmonary disease, HIV/AIDS, liver failure,
motor neurone disease, cancer, Parkinson's disease, renal failure) 24 .
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The Palliative Care Outcomes Collaborative (PCOC) is a nationally funded program that uses
standardised clinical assessment tools to measure and benchmark patient outcomes in
palliative care. Fourteen specialist palliative care services across inpatient and community
settings in metropolitan and rural WA submit data to PCOC. Participation in PCOC is voluntary
and the data captured is from a subset of WA palliative care services.
In July — December 2016, data collected by PCOC for WA indicated that these 14 services
provided 4,212 episodes of care to 3,379 patients. 43 per cent of these patients died in hospital,
41 per cent in a private residence and 15 per cent in residential aged care facilities. Sixty seven
per cent of the patients cared for by these services had a primary malignant diagnosis and the
majority of services were provided to people aged over 65 25 .
PCOC includes sector-formed patient outcome measures and 20 associated benchmarks. Of
the 14 WA services currently reporting PCOC data, 12 services met the benchmark on
timeliness of care where a patient who required palliative care had their episode started with
palliative care on the same day or day after referral, all services met at least one of the
benchmarks on pain management and all services met at least one of the benchmarks on
symptom management. Thirteen services met at least one of the benchmarks on family/carer
problems25 .
The Silver Chain Group is funded by the Department of Health to provide community based
specialist palliative care for people of all ages in the Perth metropolitan area. This includes
symptom assessment and management, psychosocial and spiritual care, medication
administration, wound care, personal care and bereavement support. This care is provided by a
multidisciplinary team comprising specialist nursing, allied health and medical clinicians as well
as trained volunteers.
In 2016-17 Silver Chain provided care to 5,170 people with a life limiting illness in the
metropolitan area. The average length of stay (referral to death/separation) was 85.28 days.
There were 2,163 Silver Chain patients who died in 2016-17 and 1,620 (74.8 per cent) of these
patients died at home 26 . By contrast, national PCOC data for the period July to December 2016
shows 23.7 per cent of deaths occurring in the community 25 .
The Metropolitan Palliative Care Consultancy Service (MPaCCS) is a metropolitan specialist
palliative care team funded by the Department of Health which aims to build the capacity of
residential, mental health, disability care and correctional facilities to care for residents at the
end of life. This service received 1,101 referrals in 2016-17.
Note that the AIHW, PCOC and other datasets quoted in this section overlap and may report
multiple episodes of care for the same patient. The datasets also have different inclusion criteria
for an episode of care23 ' 27
.

8. Rural Palliative Care Program
The Rural Palliative Care Program funded through the Department of Health provides regional
coordination of palliative care services in the seven WA Country Health Service regions via
capacity building, direct care and consultative services.
In 2016-17, the RPCP received 1,410 referrals. 99% of these referrals were for adults and 65%
of the referrals related to a malignant condition. The rate of referral for non-malignant conditions
has increased by 14% from 2015-16 to 2016-17 28 .
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In 2016-17, 10 per cent of referrals to this program were for Aboriginal people 28 . This compares
to 1.4 per cent of patients identified as Aboriginal or Torres Strait Islander in national PCOC
data 29 .
RPCP teams cared for 1,035 patients who died in 2016-17. Of these, 347 people died in a
palliative care unit or hospice and 331 died in hospital. 181 people died at home and 125 in
aged care. Only 37 people died in Perth 28 .
A significant part of the RPCP role is providing education and training to health, community and
aged care professionals across rural areas. In 2016-17, staff employed in the RPCP delivered
202 education and training sessions to 1,525 attendees, 46 medical specialist medical training
sessions with 251 medical attendees and 31 Palliative Care Medical Specialist mentoring and
training sessions28 .
The RPCP achieves good outreach to rural and remote areas. Of the 736 palliative care
patients as at 13 June 2017, 48% were patients in regional smaller towns (towns outside of the
regional centres)28 .

9. Paediatric Palliative Care
A state-wide paediatric palliative care consultancy team based at Princess Margaret Hospital
provides specialist paediatric palliative care advice and support across WA. The team provides
consultancy and advice for primary treating teams in relation to care for individual children as
well as capacity building and service improvement initiatives to increase health and community
services' ability to care for children at the end of life. As at 30 June 2017 there were 36 children
registered with this service 30 . Palliative care is also provided to children with cancer through the
Total Care Unit at Princess Margaret Hospital.

10. Western Australian Government initiatives
10.1 Palliative care
The work of the WACPCN palliative care team and the palliative care sector in WA is guided by
the Palliative Care Models of Care developed in 2008 (including specific models for Rural
Palliative Care, Paediatric and Adolescent Palliative Care and Perinatal Palliative Care). A WA
End-of-life and specialist palliative care strategy 2018-2028 has been developed and is due to
be released for public consultation. This is the first Strategy that outlines the priorities for end-oflife care and specialist palliative care in Western Australia. The Strategy aligns with national and
state strategies, policies and frameworks and draws from national and international best
practice.
This Strategy will replace the Models of Care and provide state-wide policy direction for
palliative care and end-of-life care.
As noted earlier, the electronic palliative care information systems (ePa/CIS) database — a
state-wide database for specialist palliative care activity which enables service benchmarking
and information on the quality of patient care- is currently being rolled out to provide accurate
data about palliative care activity in WA.
A number of resources for health professionals and the public have been developed by the
WACPCN. Resources for health professionals include clinical guidelines for the terminal phase,
palliative care medication lists, and resources associated with the implementation of the Care
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Plan for the Dying Person. Resources for consumers include an information booklet for families
about understanding the dying process and brochures about communicating with children about
death.

10.2 End-of-life care initiatives
The End-of-Life Framework 201631 a1so guides end-of-life care in WA acute hospitals and
provides direction for best-practice care across a patient's end-of-life trajectory commencing
from when they are diagnosed with a life-limiting illness through to their death. A Working
Group, chaired by the WA Department of Health Chief Medical Officer, oversees the
implementation of the Framework. Current initiatives include:
• The Goals of Patient Care (GOPC), a state-wide integrated medical form which
identifies and records a patient's goals of care. It is currently being piloted at
several WA health care sites.
• Advance Care Planning Policy — a whole of WA Health system approach to the
recognition, recording and responding to ACP, GoPC across WA Health which
sets out minimum mandatory requirements for undertaking ACP and GoPC.
• Development of state-wide clinical indicators for end-of-life care.
• Implementation of a baseline study to determine current uptake of advance care
planning in acute health services.
• The Care Plan for the Dying Person, a multidisciplinary care plan, to guide health
professionals to provide care in the last days/hours of life.
The Talking About End-of-Life program aims to improve the uptake of a palliative approach,
ACP discussions, and ACP documentation by training and supporting link teams in residential
care facilities. Seventy five percent of metropolitan residential care facilities and multiple rural
facilities have been educated to date.

10.3 Advanced Care Planning
ACP is a process of planning for future health and personal care whereby the person's values,
beliefs and preferences are made known so they can guide decision-making at a future time
when that person cannot make or communicate his or her decisions 32 .
ACP has been demonstrated to improve end of life care, improve patient and family satisfaction,
reduce stress, anxiety and depression in surviving relatives and reduce stress and anxiety for
care staff33 .
ACP may include the completion of an:
•
•
•

Advance Health Directive (AHD)
Enduring Power of Guardianship (EPG)
Advance Care Plan.

An AHD is a document recognised at law, as outlined in The Guardianship and Administration
Act 1990 34 . Any adult with capacity, aged 18 or over, can use an AHD to document their
preferences formally, with regard to future treatment. An AHD only relates to treatment
decisions and only comes into effect if and when a person loses the ability to make or
communicate these decisions for themselves.
The Guardianship and Administration Act 1990 enforces the AHD, subject to certain
safeguards, and provides protection for health professionals who take treatment actions in good
faith 4 .
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An advance care plan is a record of advance care planning discussion. It can be used to
document a wide range of decisions which are important. It can assist carers and health
professionals to understand what is important to the individual when they plan and deliver care.
An Enduring Power of Guardianship is a document recognised at law, as outlined in The
Guardianship and Administration Act 1990 34 . Any adult with capacity, aged 18 or over, can use
an EPG to nominate an enduring guardian (substitute decision maker) to make personal,
lifestyle and treatment decisions on their behalf in the event that they are unable to make
reasonable judgments about these matters in the future 34 .
An Enduring Power of Guardianship (EPG) is different from an Enduring Power of Attorney
(EPA). An EPA relates to financial and property matters only 34 .
Urgent treatment34 is defined in the Guardianship and Administration Act 1990 as treatment that
is needed to:
•
•
•

save the patient's life
prevent serious damage to the patient's health
prevent the patient from suffering or continuing to suffer significant pain or
distress, but does not include the sterilisation of the patient.

If a patient requires urgent treatment and it is not immediately clear whether the patient has an
AHD, or not practicable to obtain a treatment decision in respect of that treatment from the
patient's guardian or enduring guardian, then that treatment will be provided. Consent is
required for any ongoing non-urgent treatment. If necessary, treatment will be discontinued if
and when it is identified that the treatment is inconsistent with the patient's AHD or consent is
withdrawn by the patient's guardian or enduring guardian 34 .
A Non Urgent treatment decision will be made on a person's behalf in the event that they are
unable to make reasonable judgments about the treatment decision(s). This person is called the
"Person Responsible". The Person Responsible is identified by referring to the hierarchy of
decision makers (Non Urgent) 32 .
Hierarchy of decision makers
Advance Health Directive
Decisions must be made in accordance with the AHD unless circumstances
have changed or could not have been foreseen by the maker.

Guardian with authority
Spouse or de facto
Adult son or daughter
Parent
Sibling
Primary unpaid caregiver
Other person with close personal relationship
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If there are concerns about the validity of an AHD,EPG and or Advance Care Plan, that an
enduring guardian is not acting in the patient's best interest or family conflict about decisions
that are required then health professionals or family members can contact the State
Administrative Tribunal (SAT) to obtain a resolution of the conflict 35 .
State-wide initiatives for ACP are provided through dedicated staff resources within the
WACPCN Palliative Care team. This includes staffing the telephone advisory service,
developing and providing resources, education and training and leading policy development in
this area. Specific initiatives include:
•
•
•

Funding Palliative Care WA (PCWA) to provide community awareness raising
workshops about ACP.
Development of ACP resources specific to the needs of CALD and Aboriginal people.
Developing a clinical alert in the Patient Administration System for the presence of a
patient's AHD.

11. Examine the role of Advance 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.
The Advance Health Directive (AHD), Enduring Power of Attorney (EPA) and Enduring Power of
Guardianship (EPG) are forms recognised at law (under the Guardianship and Administration
Act 1990) 34 .
• An AHD contains a person's decisions to provide or withhold consent to specific health care
treatments or procedures, including life-sustaining measures and palliative care. An AHD is
operational, once the maker has lost decision making capacity 34
•

An EPG authorises a person of their choice to make personal, lifestyle and treatment
decisions on their behalf, should they become incapable of making such decisions (loss of
decision making capacity) 34

•

An EPA authorises a person of their choice to make property and financial decisions on their
behalf34. An EPA can be operational, either in the event the maker becomes incapable of
making such decisions (loss of decision making capacity) or while they have decision making
capacity (depending on how the maker has set up their EPA) 34 .

12. Implications for Individuals covered by these instruments in any
proposed legislation
12.1 Advance Health Directive
An AHD can be used by a person to make anticipatory treatment decisions, in advance of lost
decision making capacity, but cannot be used to enable a person to unnaturally end their life 34 .
Therefore without amendments to the Guardianship and Administration Act 1990 (GAA1990) a
person cannot consent to euthanasia or physician assisted suicide.
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12.2 Enduring Power of Guardianship
An EPG authorises an enduring guardian to consent/refuse consent to treatment once the
maker has lost capacity 34 . An enduring guardian cannot authorise the unnatural ending of the
maker's life. Therefore without amendments to the GAA1990 an enduring guardian cannot
consent to euthanasia or physician assisted suicide.

12.3 Enduring Power of Attorney
An EPA authorises an enduring attorney to manage property and financial matters on behalf of
the maker34 . Any potential change in legislation is unlikely to impact on an EPA.
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