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ABSTRACT

Recognition of the importance of end-of-life care will enable improvements in the quality of care
delivered to patients and their families. Australia is experiencing an increasing number of deaths,
(many expected), with an aging population who are living longer, often with multimorbidity. This
makes end of life care a priority. The last year of someone’s life takes place in a complex healthcare
system, with increasing pressures on care delivery, placing the spotlight on health service providers
to ensure that teams and individuals are supported and enabled to provide such care. Two rapid
literature reviews identified best practice principles and processes for delivering safe and high-quality
end-of-life care in acute care, aged care and community settings. The reviews identified that end-of-
life care is experienced within the whole health and social care system, including hospital admissions
interspersed with care in the community, outpatient and emergency department visits and poten-
tially admission to a hospice. Much of this last year of life is spent at home, which may be a personal
residence, an aged care facility, prison, supported accommodation or even on the streets.
Transitions across settings requires seamless care, as well as organisational readiness to deliver
safe and culturally appropriate care. This is more important now with end-of-life care subject to
quality assurance mechanisms within the National Safety and Quality Health Service Standards (2nd
edn): Comprehensive care. This requires all sectors to work collaboratively when caring for
someone at the end of their life in order to see positive changes in care outcomes.

Keywords: aged care, end-of-life, evidence base, health policy, literature reviews, palliative

care, primary health care, quality and safety.

Introduction

There were 190 394 deaths in Australia in 2022," with the majority requiring healthcare in
the last 12 months of life, and health care professionals (HCPs) working across acute,
community and aged care services all having a role in managing anticipated deaths. Most
of this last year is spent at home with an average of 2.6 admissions to hospital,” potentially
frequent visits to a hospital emergency department, to a general practitioner (GP) or other
health-related appointments. The complexity of providing end-of-life (EOL) care across
various settings is compounded by the multidisciplinary workforce, different funding
models,” and reliance on caregiver support amidst the deterioration of the patient.”

With an increasingly older population living longer, often with multimorbidity or
frailty, the need for quality EOL care is rising.® For the health and aged sectors (i.e. the
context in which care is provided) the reality is one of relentless demands for care from
population groups with different needs who are supported by an imperfect, fragmented
care system.” With diverse funding models and sources, a lack of clarity around
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individual, service and jurisdictional responsibilities; a per-
fect storm is being created for patients and families requir-
ing EOL care.

In 2015, the Australian Commission on Safety and
Quality in Health Care (the Commission) developed the
National Consensus Statement: Essential Elements for Safe
and High-quality End-of-life Care (CS) in collaboration
with stakeholders.” The CS described essential elements
for safe and high-quality care for anyone approaching the
EOL in an acute healthcare setting. The CS’s scope has been
expanded to all settings where EOL care is provided to align
with the Commission’s broadened focus on primary, com-
munity and residential aged care. This includes response to
the coronavirus disease 2019 (COVID-19) pandemic, the
Royal Commission into Aged Care Quality and Safety, and
to significant issues in healthcare delivery.® Interviews and
focus groups were held with users of the Commission’s EOL
care audit toolkit throughout 2020 and 2021 to identify
gaps in the current CS. Discussions were held with the
Commission’s standing committees, identifying issues that
informed the revision approach, the scope of literature for
review and the changes to be tested.

To inform the revision of the CS, two literature reviews
were undertaken by the Research Centre for Palliative Care,
Death and Dying at Flinders University, dealing respectively
with acute hospitals’ and community and aged care
settings.'? They aimed to determine current best practices,
identify emerging issues and risks, and highlight gaps in the
current CS. This perspective will summarise the recommen-
dations (five from review one and 10 from review two)
relevant to policy and health system considerations.

Those at EOL with diverse needs often traverse care
settings including hospital and community, private and public
sectors with an urgent need for integrated healthcare
systems'' and EOL care pathways'? (e.g. for people living
with chronic obstructive pulmonary disease or dementia).'®
Many health and social care organisations, and the individual
HCPs working within them lack awareness of, or do not
acknowledge, that death and dying are core business and
that they need to be prepared to support quality EOL care.
Both reviews emphasised that without changes to the way
in which care is currently delivered (team, individual and
organisational level) safe, quality care will be harder to
achieve.”'°

Addressing and responding to such EOL care concerns is
urgent, given drivers such as the Commission’s broadened
scope, increasing demand, increasing costs and changing
consumer expectations. Encouragingly there are facilitators
for change. First, there is implementation of national stan-
dards (e.g. aged care, palliative care, safety and quality),
stakeholder interest, an enhanced technology focus,
policy sensitivity, and existing legislation, policies and
programs.'®'® Second, there have been increasing death
awareness, consumer advocacy, and innovative community
models.'* Additionally, the different players in a complex

system and their roles in enabling, facilitating or underpinning
change also need consideration.

In order to enable positive change towards high quality
EOL care, we need quality guidance, integrated systems
(e.g. between hospital and primary care with selective
involvement of specialist palliative care),'® and a commitment
and willingness to engage. People with palliative care needs
who require hospital admissions for symptom management,
can experience multiple transitions between the acute and
community sectors. Coordination of care'? (e.g. shared docu-
mentation, medication management), shared care arrange-
ments (e.g. decision-making), and health and social care
collaborations (including relevant early referrals) can help in
providing consistent EOL care, prevent hospitalisations and
improve transition experiences.'® An organisations’ readiness
to provide EOL care (e.g. ongoing support to prevent burnout)
and each HCPs capacity to deliver quality EOL care (e.g. recog-
nising dying and changing the focus of care) are paramount.

Standards, a nationally shared idea of quality, based on
evidence are one mechanism that can influence healthcare
safety and quality across systems. However, not all are
mandatory, which impacts adherence and therefore effec-
tiveness. Relevant here are mandatory National Safety and
Quality Health Service Standards'® and the Draft Revised
Aged Care Quality Standards (which includes an EOL com-
ponent),17 to which all health care organisations and HCPs
have a responsibility, namely the National Palliative Care
Standards (self-reported),'® and the National Safety and
Quality Primary and Community Healthcare Standards (vol-
untary).19 One example of a mechanism for standardisation
of care is via audit,?° such as the Commissions’ EOL care
audit that can highlight targets to improve care.?!

Conclusion

In highlighting the evidence-based recommendations from
two EOL care literature reviews the focus is firmly placed on
policy priorities with implications relative to care practice in
the Australian healthcare context going forward. Given care
is commonly experienced over time and across settings,
accessibility, affordability, and optimal EOL care pathways
are needed to ensure consistent and quality care.

Having an evidenced-based approach at the policy level
is critical in guiding how to deliver EOL care however
adopting and adhering to EOL standards and a national CS
at both the individual and organisational level is key. The
impetus is on everyone working in healthcare to recognise
EOL care as a priority and to consider how to achieve safe
and high-quality care for patients and families.
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