The incidence of chronic illness is high, 10,11 many people have multiple chronic conditions, 12 and these
diseases are significantly associated with death:13
Currently, 9 in 10 deaths have chronic disease as an underlying cause. Cardiovascular diseases
(coronary heart disease and stroke), dementia and Alzheimer’s disease, lung cancer and chronic
lower respiratory disease including COPD are the most common underlying causes, together being
responsible for 40% of all deaths.
Recent decades have seen the rise of chronic conditions as the leading contributors to death in
developed countries. Age is a major risk factor for developing chronic illness. 14 This becomes an urgent
problem in Australia, where (as shown above) the population is ageing.

Access to Palliative Care
In addition to supporting those with a clearly terminal illness, we must find ways to better
assist those for whom a serious chronic illness or multiple chronic problems present an
ongoing threat of sudden exacerbation and death. End-of-life care must also serve those who
become increasingly frail, even without a life-threatening illness. 15
Not all people with a life-limiting illness need specialist palliative care. 16
People with Malignant Conditions
Cancer still causes the most deaths in Australia. 17 Recent information from the ABS 18 shows there
were 4,188 cancer deaths in 2016 in WA. The AIHW reports:19
Between 2014 and 2025 the death rate from all cancers combined is projected to continue an
overall downward trend from an estimated 208 to 180 deaths per 100,000 males, and from 133
to 120 deaths per 100,000 females.
People with advanced cancer mostly have high levels of function early in their final year of life, but are
substantially more disabled 3 months prior to death.15 Murray et al 20 describe a typical cancer
trajectory:
•

a short period of evident decline – mostly over weeks or months

•

most weight loss, reduction in performance status and disability occurs in the last few months

•

with early intervention, there is generally time to anticipate needs and plan for the end of life

•

fits well with services which aim at providing comprehensive care for a short period

Rosenwax et al 21 determined that 68.8% of 7,411 people who died of cancer in WA in 2009-10
accessed a specialist palliative care service in their last year of life.

Harrison et al (2013) ‘Incidence of chronic conditions in Australia’ – PLOS one – 8(7)
Harrison et al (2017) ‘The prevalence of diagnosed chronic conditions and multimorbidity in Australia: A method for estimating
population prevalence from general practice encounter data’ – PLOS ONE – 12(3)
12 Harrison et al (2016) ‘The prevalence of complex multimorbidity in Australia’ – Australian New Zealand Journal Public Health – 40(3)
13 Australian Institute of Health and Welfare (2016) Australia’s Health 2016
14 Divo et al (2014) ‘Ageing and the epidemiology of multimorbidity’ – European Respiratory Journal – 44(4)
15 Lunney, Lynn & Foley (2003) ‘Patterns of functional decline at the end of life’ – Journal American Medical Association – 289(18)
16 Palliative Care Australia (2005) A Guide to Palliative Care Service Development: A Population Based Approach
17 Australian Institute of Health and Welfare (2016) Australia’s Health 2016
18 Australian Bureau of Statistics (2017) 3303.0 Causes of Death, Western Australia, 2016 – ‘Table 6.1 Underlying cause of death, All
causes, Western Australia, 2016’
19 Australian Institute of Health and Welfare (2015) Cancer Mortality Trends and Projections: 2014 to 2025 www.aihw.gov.au/reports/cancer/cancer-mortality-trends-and-projections-2014-to-2025/contents/all-cancers-combined accessed 12 Apr
18
20 Murray et al (2005) ‘Illness trajectories and palliative care’ – British Medical Journal – 330(7,498)
21 Rosenwax et al (2016) ‘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 – 15(46)
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•

patients experience weight loss and declines in functional capacity, then may succumb to a
minor event

•

the trajectory may be cut short by death after an acute event such as an infection or fall-related
injury.

Only 6.1% of 608 people whose death was recorded as being caused by Alzheimer’s disease in the
Rosenwax cohort21 accessed any specialist palliative care in 2009-10. (This has jumped since then:
in 2016 there were 448 people in WA whose primary cause of death was Alzheimer’s, 31 and MPaCCS
admitted 122 people with this primary diagnosis, 32,33 which amounts to 27.23% of the state total.)
Older People with Frailty
Symptom relief and optimising quality of life remain the backbone of palliation because
symptom burden is often high in the presence of significant frailty. 34
Frailty is ‘a medical syndrome with multiple causes and contributors that is characterised by diminished
strength, endurance, an reduced physiologic function that increases the individual’s vulnerability for
developing increased dependency and/ or death.’35 Moderate or severe frailty is an independent risk
factor for readmission to hospital or death within 30 days of discharge 36 (although some have argued
that readmission rates for frail people would be minimised if healthcare providers routinely introduced
a palliative approach to the care of these individuals 37 ).
A systematic review estimated a frailty prevalence rate of 10.7% amongst community-dwelling people
≥ 65 years. 38 A study to establish the prevalence of frailty in Australia is planned (the investigators
characterise the 10.7% prevalence rate estimate as ‘conservative’). 39
Reeve et al40 found that amongst DVA clients in NSW the older cohort – those most likely to exhibit
frailty – were less likely to use hospitals during the final six months of life (bearing out the findings of
Goldsworthy et al41 ) – probably because many live in residential care facilities.
Frail older people and their carers viewed specialist palliative care as an acceptable “additional layer
of support”’ with a range of benefits. 42
A ‘traditional palliative care paradigm’, with a focus on responding to single-system illnesses, and a
preference for predictable trajectories, will fail to meet the needs of this population.34

Australian Bureau of Statistics (2017) 3303.0 Causes of Death, Western Australia, 2016 – ‘Table 6.1 Underlying cause of death, All
causes, Western Australia, 2016’
32 Palliative Care Outcomes Collaboration (2016) Metropolitan Palliative Care Consultancy Service Patient Outcomes in Palliative Care:
January – June 2016
33 Palliative Care Outcomes Collaboration (2017) Metropolitan Palliative Care Consultancy Service Patient Outcomes in Palliative Care: July
– December 2016
34 Moorhouse et al (2015) ‘End of life care in frailty’ – in Rockwood (ed) Frailty in Ageing: Biological, Clinical & Social Implications
35 Morley et al (2013) ‘Frailty consensus: A call to action’ – Journal American Medical Directors Association - 14
36 Kahlon et al (2015) ‘Association between frailty and 30-day outcomes after discharge from hospital’ – Canadian Medical Association
Journal – 187(11)
37 Maida & Devlin (2015) ‘Frailty, thy name is palliative!’ – Canadian Medical Association Journal – 187(17)
38 Collard et al (2012) ‘Prevalence of frailty in community-dwelling older adults: A systematic review’ – Journal American Geriatrics Society
– 60(8)
39 Ambagtsheer et al (2017) ‘Feasibility, acceptability and diagnostic test accuracy of frailty screening instruments in community-dwelling
older people within the Australian general practice setting: A study protocol for a cross-sectional study’ – British Open – 7(e016663)
40 Reeve et al (2017) ‘Health care use and costs at the end of life: A comparison of elderly Australian decedents with and without a cancer
history’ – BMC Palliative Care – 17(1)
41 Goldsworthy et al (2015) ‘Acute hospital-based services used by adults during the last year of life in NSW: A population-based
retrospective cohort study’ – BMC Health Services Research – 15
42 Bone et al (2016) ‘Developing a model of short-term integrated palliative and supportive care for frail older people in community
settings: Perspectives of older people, carers and other key stakeholders’ – Age Ageing – 45
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People with Progressive Incurable Neurological Conditions
A number of Western Australians die from progressive incurable neurological conditions:31
•

Cerebral Palsy (CP): 21

•

Huntington’s Disease (HD): 2

•

Motor Neuron Disease (MND): 55

•

Multiple Sclerosis (MS): 14

•

Parkinson’s Disease (PD): 139.

People with these conditions typically have substantial daily support needs, heavy symptom burdens,
long and unpredictable end-of-life trajectories, and multiple co-morbidities. They require ongoing care
planning and care coordination, even early in their journeys, and are at high risk of hospitalisation at
the end-of-life. As the WA MND model of care 43 states, ‘the main factor prolonging tertiary hospital
length of stay is lack of an exit strategy’ for these patients.
A dedicated specialist service could offer – in conjunction with a range of partners – early intervention,
continuity of care throughout the person’s end-of-life journey, and direct inpatient care as an ‘exit
strategy’ from tertiary hospitals, or when care in the community becomes unsustainable. Additional
resources, and co-location with a public hospital, would be required.

Early Palliative Care – Individual and System Outcomes
Based on randomised trials, it does appear that for the full benefits of palliative care to be
realised, continuity by a multidisciplinary team is needed for at least 3-4 months. 44
PCWA supports advocacy efforts to secure more resources which would permit more early palliative
care across the Western Australia health system.
A recent review45 acknowledged early (or ‘concurrent’) palliative care is associated with numerous
benefits, including improved quality of life, less aggressive care, cost savings, increased longevity,
improved symptoms, less depression and distress, and better satisfaction with care and
communications (although evidence on the impact of early palliative care on factors ‘in the last days of
life’ agreed as important to patients/ carers is still lacking).
A 2015 systematic review reached similar conclusions,44 while a 2017 Cochrane Collaboration review
on the effect of early palliative care for adults with advanced cancer46 concluded ‘interventions may
have more beneficial effects on quality of life and symptom intensity among patients with advanced
cancer than... usual/ standard cancer care alone.’
In Australia, the Palliative Care Trial at Southern Adelaide Palliative Service (SAPS) 47 showed that
patients receiving earlier palliative care (at least 2 months before death), and a palliative care case
conference, could experience a 10% improvement in performance status, which in many cases would
be ‘sufficient to... reduce reliance on caregivers, community health services and inpatient units.’ The
investigators concluded ‘participants who lived longest derived the most benefits.’
Government of Western Australia, Department of Health (2008) Motor Neuron Disease Services for Western Australia – Neurosciences
& the Senses Health Network
44 Davis et al (2015) ‘A review of the trials which examine early integration of outpatient and home palliative care for patients with serious
illnes’ – Annals Palliative Medicine – 4(3)
45 Zambrano et al (2016) ‘The impact of early palliative care on the quality of care during the last days of life: What does the evidence
say?’ – Current Opinion Supportive Palliative Carei – 10(4)
46 Haun et al (2017) ‘Early palliative care for adults with advanced cancer’ – Cochrane Database Systematic Reviews – 12(6)
47 Abernethy et al (2013) ‘Delivery strategies to optimise resource utilisation and performance status for patients with advanced lifelimiting illness: Results from the “palliative care trial”’ – Journal Pain Symptom Management – 45(3)
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West Australian research proved that early palliative care reduces the use of emergency departments
in the 90 days before death. 48
Carers can also benefit from early intervention, as demonstrated in a large US study. 49 Carers who
received three early one-on-one telephone sessions to discuss a carer guidebook with a palliative care
nurse had lower depression and stress scores than carers who received the intervention late. These
findings have been borne out in a more recent Canadian study, 50 which showed carers and patients
randomised to early palliative care had higher levels of satisfaction with care.
In addition to benefiting patients and those close to them, early palliative care is likely to help primary
care providers. GPs and community nurses surveyed about their experiences working with an
‘enhanced palliative care team’ in Canada 51 particularly appreciated improved access to specialist
support, education, coordination of services, communications and working relationships.
Early introduction of palliative care permits routine advance care planning (ACP). Research has shown
both do-not-resuscitate (DNR) and do-not-hospitalise (DNH) orders reduce unwanted treatments and
tend to improve access to palliative care, while advance directives (ADs) are associated with more
palliative care in the community, whereas so-called ‘complex ACP interventions’ have all these benefits,
plus increased compliance with the patient’s wishes and satisfaction with care. 52 Green et al 53
concluded advance care planning does not adversely affect hope or increase anxiety among patients
with advanced cancer.
Areview54 examined the cost benefits of facilitated ACP, finding seven eligible studies of varying quality,
designs, settings and participants. Analysis showed ACP programs with clear content and style of
communication, comprehensive facilitator training, and effective implementation are likely to ‘reduce
net health expenditures – despite the costs of implementation and maintenance’. These findings were
borne out in a separate review, 55 which also states ‘there is no evidence to suggest ACP is likely to be
more costly.’
Gaertner et al56 argue, based on reports of the implementation of hospital consultation teams, that the
cost of ‘universally available early palliative care... would be surprisingly low.’ An economic analysis of
a service in the UK57 found ‘total costs in the last year of life were substantially lower’ due to early
referral. Early palliative care is a cost-effective intervention because proactively seeks to educate and
train family carers and other health care providers to provide care at the end of life with the objective
of reducing reliance on services.
Early intervention can be difficult because there is confusion in the health system about who should
initiate a referral to a service with an early engagement capability (like CPCN): GPs in one recent study
McNamara et al (2013) ‘Early admission to community-based palliative care reduces use of emergency departments in the ninety days
before death’ – Journal Palliative Medicine – 16(7)
49 Dionne-Odom et al (2015) ‘Benefits of early versus delayed palliative care to informal family caregivers of patients with advanced
cancer: Outcomes from the ENABLE III randomised controlled trial’ – Journal Clinical Oncology – 33(13)
50 McDonald et al (2017) ‘Impact of early palliative care on caregivers of patients with advanced cancer: Cluster randomised trial’ – Annals
Oncology – 28(1)
51 Marshall et al (2008) 'Enhancing family physician capacity to deliver quality palliative home care: An end-of-life, shared care model’ –
Canadian Family Physician – 54
52 Brinkman-Stoppelenburg (2014) ‘The effects of advance care planning on end of life care: A systematic review’ – Palliative Medicine –
28(8)
53 Green et al (2015) ‘Advance care planning does not adversely affect hope or anxiety among patients with advanced cancer’ – Journal
Pain Symptom Management - 49
54 Klingler et al (2016) ‘Does facilitated advance care planning reduce the costs of care near the end of life? Systematic review and ethical
considerations’ – Palliative Medicine – 30(5)
55 Dixon et al (2014) ‘The economic evidence for advance care planning: Systematic review of the evidence’ – Palliative Medicine – 29(10)
56 Gaertner et al (2015) ‘Resource allocation issues concerning early palliative care’ – Annals Palliative Medicine – 4(3)
57 Noble et al (2015) ‘Can comprehensive specialised end-of-life care be provided at home? Lessons from a study of an innovative
consultant-led community service in the UK’ – European Journal Cancer Care – 24(2)
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tended to think this was the role of ‘the specialist’, ‘even if they did not think that specialists were good
at doing this.’58
Billings and Bernacki59 highlight the importance of timing, noting that advance care planning can be
undertaken too early (the patient’s preferences change or are not relevant to the situation), too late or
never (plans are rushed and inadequately represent the patient’s values, goals and preferences, or do
not exist at all), or just right (the patient understands their condition and prognosis, and the clinical
options, people have time to deliberate, decisions are appropriately documented, choices are revisited).
They recommend the use of triggers that prompt healthcare providers to identify people who may
benefit from palliative care

In Summary
Approximately 16,000 Western Austalians died last year. Conservative estimates are that 50-70% of
those death are anticipated, and therefore may benefit from palliative care. More than 70% of
Australians wish to die at home but the majority do not. The WA Cancer and Palliative Care Network
(‘WACPCN’) advise that 59% of WA hospital expenditure occurs in people in their final three years of life.
WA averages 7.8 hospitalisations in the last year of life and >$2 billion per annum is spent on older
people who die in hospital. Nine percent of hospital costs are spent on older people in their last year of
life. Better awareness of, and access to, palliative care would assist more Western Australians to die in
their home or aged care facility, and reduce avoidable hospitalisations in the final year of life.
PCWA believe that any discussion about the sustainability of WA’s health system must include the
importance of palliative care and advance care planning in improving the end of life care, as recognised
by the recent Productivity Commission report on Reforms to End-of-Life death. 60 Moving resources from
hospitals to the community for people in their last years of life, “would better meet users’ needs and
could cost less than its hospital equivalent.” A 2017 study of three tertiary hospitals in Queensland
showed a “substantial [impact] in terms of both the bed days and cost incurred” of futile treatment
given in the last year of life death. 61

Yours sincerely,

Dr Elissa Campbell
President
Palliative Care WA

Coulton & Boekel (2017) Research Into The Awareness, Attitudes And Provision Of Best Practice Advance Care Planning, Palliative Care
And End Of Life Care Within General Practice – Australian Government Department of Health
59 Billings & Bernacki (2014) ‘Strategic targeting of advance care planning interventions: The Goldilocks Phenomenon’ – JAMA Internal
Medicine- 174(4)
58

60 Productivity Commission 2017,

Introducing Competition and Informed User Choice into Human Services Reforms to Human Services,
Report No. 85, Canberra.
61 Carter HE, Winch S, Barnett AG, et al. ‘Incidence, duration and cost of futile treatment in end-of-life hospital admissions to three
Australian public- sector tertiary hospitals: a retrospective multicentre cohort study’. BMJ Open 2017;7:e017661. doi: 10.1136/bmjopen2017-017661
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