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Executive Summary

The National Palliative Care Strategy 2018 envisages that people affected by life-limiting illnesses get the care
they need to live well regardless of circumstances. National policy reflects the increasing demand for and the
preference of many people for at-home palliative care, together with the need for a range of enablers to be
implemented to ensure evidence-based high-quality care is available to everyone.

Whilst General Practice and Hospital and Health Services play a central role in palliative care provision, there
are a wide range of providers involved in at-home palliative care with a multidisciplinary workforce across a
variety of provider types necessitating a whole of system approach to workforce planning and capacity
building. At-home palliative care is also enabled by knowledge sharing and built upon coordinated care
planning, multidisciplinary teams and a commitment to accessible and continuous support. Carers and family
are recognised as providing a significant level of palliative care at home and from a national strategy
perspective there is a significant desire to recognise and provide support for carers and families including
bereavement support.

In many ways, the state policy reflects the national strategy, with a focus on information and awareness, and
involvement and support of patients, carers and family. This is underpinned by access to skilled,
multidisciplinary teams providing care in settings of people’s choosing. Queensland’s Palliative and End-of-
Life Care Strategy outlines a vision for person-centred, culturally safe and culturally competent care that is
responsive to individual needs, preferences and values for all, including those who face additional barriers to
accessing and receiving equitable care.

Despite the value of place of death data, there are currently no nationally consistent systems in place to
accurately monitor statistics relating to place of death in Australia. However, it would appear from the
available data that Queensland has a much lower percentage of people who died at home in 2019 compared
with other states and territories.

In the Brisbane South PHN region, the Palliative Care Action Plan 2023-2025 articulates the approach being
undertaken to enhance palliative care across the region through tangible system improvements. This Action
Plan is underpinned by the Brisbane South PHN Health Needs Assessment. The Brisbane south region has a
significant population over 65 years of age. Statistically, it is more likely that a higher proportion of older
people require palliative care. Coronary heart disease and dementia including Alzheimer’s disease are the top
causes of death in the Brisbane South PHN region between 2019-2023. However, it should be noted that there
is an identified lack of funding for at-home support for people under 65 years, which has significant impact on
this group of people’s ability to choose and receive at-home palliative care.

Barriers to at-home palliative care exist from both the consumer and service perspective, and the intersection
of palliative care with priority populations, who typically experience disadvantage associated with the social
determinants of health, can create an increased vulnerability. The needs of priority populations mirror those
of the general population when it comes to palliative care, and include communication around death, dying
and palliative care, confidence in service providers and financial support needs. Community service providers
delivering care through a social model may have an important role to play in supporting healthcare and home
care services in the delivery of at-home palliative care to people who experience disadvantage, vulnerability
and/or marginalisation.

Whilst there has been significant work to enhance and improve at-home palliative care in the Brisbane South
PHN region, and it is acknowledged that there has been investment made in the region and that funding is




used well, there are a range of barriers that impact the delivery of comprehensive, wrap around at-home
palliative care. Further investigation into the adequacy of funded at-home care supports (informal carers and
family are understood to be providing most of the care at home) and the adequacy of bereavement care
provided to carers and family is required, particularly in light of the data outlined in this report which that
indicates an increased number of hospitalisations for people who choose at-home palliative care.

The current growth in older people is not matched by growth in the healthcare workforce, which calls for a
more efficient and effective use of healthcare providers together with greater collaboration with and between
services. At-home palliative care increases the need to deliver coordinated multi-disciplinary support that
incorporates clinical and non-clinical care provided by multiple organisations which does present some
challenges to integrated at-home care. For patients, carers and family, cultural and spiritual safety is
paramount to improve at-home palliative experiences. Collaboration with cultural and faith leaders and
ministers together with additional pastoral care being included in the care team where appropriate may
provide improved patient and family experiences.

There are significant workforce data gaps within the Brisbane south region, noting that an extremely diverse
workforce is required to support at-home palliative care. Workforce shortages of general practitioners,
nursing, and allied health staff, particularly pharmacy, were identified in consultation and this could be better
understood through improved workforce data. General practitioners are seen as a central element of at-
home palliative care, providing both clinical and relational care while also referring to and advising on a range
of services and care. However, consultation participants identified a shortage of general practitioners and
high expectations regarding the scope of primary care, together with concerns regarding service silos, speed
of response and the capacity of home care support services to meet need. In addition, a significant level of
general practitioner palliative care work remains unfunded or under-funded.

Whilst there has been improvement in community awareness and understanding of palliative care, the
building of community knowledge needs to continue, particularly for culturally and linguistically diverse
people and those who experience disadvantage. There is a recognised need for conversations with people in
community regarding advance care planning and palliative care. Carer feedback also indicates that developing
awareness and understanding in patients, carers and family needs to be a continual process throughout the
illness and palliative care journey.

Due to at-home palliative care requiring multi-disciplinary care teams who are often from multiple
organisations, a region wide care coordination information and communication system is considered
fundamental to optimal collaboration and coordination for at-home palliative care provision. This, together
with clinical governance clarity, a funded single point of contact for care management and a range of
additional enablers will ensure that patients, carers and family are well supported and experience integrated,
holistic at-home palliative care.

The key findings outlined in this report have been validated through triangulation of quantitative data,
qualitative insights, and lived experience perspectives.




Introduction

The Department of Health, Disability and Ageing’s Greater Choice for At-Home Palliative Care Program
(GCfAHPC) responds to an identified preference by most people to be cared for and die at home and aims to
increase access to quality palliative care at-home and in the community.

The goals of the program are to:

e improve people’s access to the best palliative care at home

e support palliative care services in primary health and community care

e make sure people get the right care, at the right time and in the right place to reduce unnecessary hospital
visits

e generate and use data to improve services

e use technology to provide flexible and responsive care, including after-hours care.

This needs assessment was designed to align with GCAHPC Core Objectives, which are to:

e increase awareness (workforce and community) and access to safe quality palliative care at home and
support end-of-life care systems and services in primary health care and community care;

e enable the right care, at the right time and in the right place, to reduce unnecessary hospitalisations;
e generate and use data to support continuous improvement of services across sectors; and
e use available technologies to support flexible and responsive palliative care at home, including in the

after-hours period.

The following elements were incorporated into the process:

e Review of the Brisbane South PHN Joint Regional Needs Assessment and other relevant local and national
data sets and reports to identify local gaps and issues.

e Engagement with stakeholders and carers to reflect real world experience and unmet needs.
e The use of both quantitative and qualitative data to identify:

— Service availability and accessibility

— Workforce capacity and distribution

— Cultural, linguistic and other diversity considerations

— Community awareness and understanding of palliative care

— Coordination between primary, community and specialist services.

This report is designed to be a key tool in ensuring the work of the Brisbane South PHN region is informed by
an evidence base that incorporates stakeholder and community perspectives.

Definitions

Palliative care

Brisbane South PHN adopts the World Health Organisation (WHO) definition of palliative care:

“Palliative care is an approach that improves the quality of life of patients (adults and children) and their
families who are facing the problems associated with life-threatening illness, through the prevention and




relief of suffering by means of early identification and correct assessment and treatment of pain and other
problems, whether physical, psychosocial or spiritual;

Palliative care:

e provides relief from pain and other distressing symptoms;

o affirms 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;

o 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 patients’ 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 isapplicable 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.”!

End-of-life care

Brisbane South PHN adopt the Australian Commission in Safety and Quality in Healthcare (ACSQHC)
definition of end-of-life care:

“The period when a patient is living with, and impaired by, a fatal condition even if the trajectory is
ambiguous or unknown. This period may be years in the case of patients with chronic or malignant disease or
very brief in the case of patients who suffer acute and unexpected illnesses or events, such as sepsis, stroke or
trauma”.2

Phases of palliative care

Brisbane South PHN recognise the five phases of palliative care as described by the Palliative Care
Outcomes Collaborative (PCOC). These phases represent periods in the patient’s clinical condition.
Although the phases are not sequential, the first 3 phases may reflect the effectiveness of care and
the urgency of the response. 2

1. Stable

2. Unstable

3. Deteriorating

4. Terminal

5. Bereavement

Methodology

The development of this At-Home Palliative Care Needs Assessment followed the approach outlined by the
Department of Health, Disability and Ageing in their Primary Health Networks needs assessment policy guide
2021.3 This included:
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e Areview of relevant national, state and local policy and strategy documents

e Analysis of national and local health data

e Review of relevant Brisbane South PHN population health data

e Review and analysis of the Brisbane South Joint Regional Needs Assessment 2025-275relevant data

e Review of the Brisbane South PHN Health Needs Assessment 2022-23 to 2024-25 Reportérelevant data
e Mapping of services available across the region

e Review of demand drivers

e System partner, service provider and carer consultation

e Analysis and synthesis of relevant health data and consultation data

o Identification of service gaps and areas for future strategic focus

A mixed-methods approach was used to build a comprehensive, person-centred understanding of current and
emerging needs within the Brisbane South PHN region. The methodology responded to the sensitivities
associated with palliative care and the importance of respecting the current circumstances and experiences of
people receiving care, their families, carers, and the workforce that supports them. The needs assessment
was guided by a holistic palliative care framework that considers physical, emotional, cultural, social, and
spiritual dimensions of wellbeing as well as palliative care data and service information. This supported an
exploration of both service-level factors and lived experience, ensuring that the assessment captured not only
what services are provided, but how they are delivered, experienced, accessed, and understood.

The scope of this needs assessment ranged from early identification and advance care planning through to
end-of-life care and bereavement support. Key questions focused on understanding current service capacity,
identifying unmet needs, exploring barriers to access, and highlighting opportunities to strengthen
coordination, equity, and quality of care. Contextual factors such as demographic data and service
configurations, together with constraints such as workforce pressures, were documented to support a clear
and comprehensive understanding of at-home palliative care in Brisbane south.

A review of available data was undertaken including national and state palliative care policy documents and
population health data together with previous needs assessments and action plans developed by Brisbane
South PHN. Data and existing information regarding priority population groups including First Nations
peoples, people with disability, people from culturally and linguistically diverse backgrounds and people who
are homeless was also examined to ensure a good understanding of needs and issues associated with
equitable care were examined.

Qualitative data was collected through individual consultation interviews with carers/family members,
primary and tertiary clinicians, a range of sector stakeholders and a number of system partners including
national palliative care project representatives and community organisations. Consultation activities were
designed to be culturally safe, trauma-informed, recognising the sensitivity of discussing palliative care,
particularly with carers and family members. Ethical considerations together with privacy and consent were
managed in accordance with legislation and available support/referrals were discussed should participants
have difficult emotions arise as a result of consultation discussions. A full list of consultation participants
together with discussion prompts is outlined in Appendix 3.
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Triangulation of information was undertaken by comparing desktop research and consultation data to
identify findings that reflect a comparison of the information. These findings are outlined in the dedicated
‘Triangulated findings’ section within this report.

Key concepts
Person-centred care

The National Palliative Care Strategy 20186 (the national strategy) and Queensland’s Palliative and End-of-
Life Care Strategy’ (the state strategy) outline a vision for person-centred, culturally safe and culturally
competent care that is responsive to individual needs, preferences and values for all, including those who face
additional barriers to accessing and receiving equitable care. These strategies identify that those affected by
life limiting illness are at the heart of their care, surrounded by their community and supported by services,
and that care is responsive to needs, preferences and values. The concept of person-centred care includes the
consideration of cultural practices and rituals as well as the provision of culturally safe and culturally capable
support. Person-centred care also calls for the provision of information to support informed choices and the
representation of people with life-limiting illness in the planning and delivery of services.®

Collaborative, coordinated care

Coordination of care is a fundamental element of palliative care; particularly palliative care provided at home.
[tis identified in the national strategy through the inclusion of ‘everyone has a role to play in palliative care’ in
their guiding principles. It is also reflected in Goal 4 of the national strategy ‘Collaboration’ which is
articulated as everyone working together to create a consistent experience of palliative care across settings.
The national strategy identifies PHNs, Aboriginal and Torres Strait Islander Community Controlled Health
Services, and private and non-profit providers as all having a contribution to make to reduce duplication and
unnecessary transfers to hospital where care could be provided in a more appropriate setting. It is envisaged
that palliative care is provided by an active multi-disciplinary team, the people involved in providing care are
communicating and sharing information and those affected by life-limiting illnesses have a seamless
experience, wherever and however they are being supported.¢

The state strategy identifies the importance of partnerships across sectors, including primary care, to
integrate services and provide better care for people and includes ‘care is holistic and integrated across the
continuum of care’ as one of the seven principles in the plan. Further, the goals include access to high-quality,
efficient and integrated palliative care services at the right time and in the right place.?

Death literacy

Death literacy is defined as a set of knowledge and skills that make it possible to gain access to understand
and act upon end-of-life and death care options. People, and communities, with high levels of death literacy
have context-specific knowledge about the death system and the ability to put that knowledge into practice.8

Advance Care Planning

Advance care planning (ACP) involves making decisions and completing documents that will guide future
health care decision making should a person be unable to make decisions themselves at some time in the
future. It can involve one or more of the following:

e Discussing health care and quality of life choices with carer, family or people who are close
e Choosing and appointing an Enduring Power of Attorney(s)

e Completing an Advance Health Directive

12



e Writing down values, beliefs and healthcare preferences in a Statement of Choices.

The role of health care practitioners in Advance Care Planning involves:

e Talking to patients about advance care planning often so patient wishes are understood

e Being empathetic and non-judgmental about patient choices

e Useinclusive approaches

e Support patients to record their wishes and preferences in ACP documents

e Understanding how ACP informs care and treatment when decisions about care need to be made.
Carers and family

Carers and family are recognised as providing a significant level of palliative care at home and there is a
desire to recognise and provide support for carers and families including bereavement support. The national
strategy guiding principles include “Carers are valued and receive the support and information they need”.
The intent is that carer and family roles are valued and respected and their wellbeing needs are to be
considered as part of at-home palliative care, including bereavement support.6

Policy environment

National policy

The National Palliative Care Strategy 2018 focuses on patient, family and carer involvement, increasing
community awareness and building the workforce systems and processes that underpin the ability to provide
high quality, evidence-based care that responds to people’s needs and preferences in a range of settings,
including at home in the community.

Strategy goals include:

e Understanding: people understand the benefits of palliative care, know where and how to access services,
and are involved in decisions about their own care.

e Capability: knowledge and practice of palliative care is embedded in all care settings.

e Access and Choice: people affected by life-limiting illnesses receive care that matches their needs and
preferences

e Collaboration: everyone works together to create a consistent experience of palliative care across care
settings.

e [nvestment: a skilled workforce and systems are in place to deliver palliative care in any setting.

e Data and evidence: robust national data and a strong research agenda strengthen and improve palliative
care.

e Accountability: national governance of this strategy drives action.¢
State policy

In many ways, the state policy reflects the national strategy, with a focus on information and awareness for,
and involvement and support of, patients, carers and family. This is underpinned by access to skilled,
multidisciplinary teams providing care in settings of people’s choosing. State policies emphasise the
importance of high quality accessible palliative and end-of-life care and articulate the importance of:

e Access to quality services: access to high quality, efficient and integrated palliative care

e Information about care: people receive information that enables and supports informed choices

13



e Individual needs and preferences: care is aligned to preferences and is respectful of culture, age, identity,
emotional and spiritual needs.

e Support for families and carers: timely and compassionate support whilst caring and during bereavement.
e Skilled workforce: a skilled, supported, multidisciplinary, accessible workforce
e Data and research: data and research are used to continually improve policy settings and services

e Governance and advocacy: governance of this (state) strategy drives action, accountability and
sustainability of funded services.”

Voluntary Assisted Dying

The Voluntary Assisted Dying Act 202110 (the Act) was passed in Queensland in September 2021 and
Voluntary Assisted Dying became available to eligible Queenslanders on 1 January 2023.

Voluntary assisted dying (VAD) is not a standard element of palliative care either at-home or in hospital. Itis
an additional end-of-life option that allows eligible people who are suffering and dying the option of
requesting medical assistance to end their lives.

There are strict eligibility criteria for accessing VAD in Queensland!l. People requesting VAD must:

Have an eligible disease, illness or medical condition
Have decision-making capacity

Be acting voluntarily and without coercion

Be at least 18 years of age

5. Fulfil residency requirements.

W=

The law respects the rights of healthcare workers to not provide medical assistance for VAD. Medical
practitioners, healthcare workers and health services have rights, roles and responsibilities that are detailed
in the Act. A Queensland Voluntary Assisted Dying Handbook (QVAD Handbook) is in place to assist
healthcare workers, health services and others to understand their roles and responsibilities and support
compliance with the Act. Eligible medical and nursing clinicians wishing to become an Authorised VAD
Practitioner undertake an authorisation process which must be renewed after 3 years.

A VAD Continuing Professional Development (CPD) accredited education module is available for general
practitioners, and a VAD education module is available for healthcare workers.11

It should be noted that VAD service delivery is not funded under GCfAHPC. Delivery of VAD services is funded by
the Queensland Government and implemented through Queensland Hospital and Health Services.

Findings

Below are key findings of this needs assessment based upon triangulation of desktop research including a
range of palliative care data and consultation with palliative care stakeholders, system partners and
carers/family members of palliative care patients.
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Key at-home palliative care concepts

Person-centred care

Desktop research - the National Strategy identifies that those affected by life limiting illness are at
the heart of their care, surrounded by their community and supported by services. Care is responsive
to needs, preferences and values.

Consultation - well-coordinated at home palliative care should be built on person-centred care
principles. However, current funding and organisational processes for the majority of healthcare and
home care providers are built on task-based care, and that once this occurs; the patient is no longer
the centre of care.

Finding - a review of current at-home palliative care funding mechanisms and organisational
processes, and their role in reducing care providers’ ability to provide person-centred care would be
beneficial to supporting person-centred at home palliative care.

Collaborative, coordinated care

Desktop research - coordination of care is a fundamental element of palliative care; particularly
palliative care provided at home.

Consultation - identified a ‘stretched’ workforce, lack of a universal information management and
communication system lack of funding for primary care providers, and multi-disciplinary and multi-
organisational involvement in at home palliative care. Carers felt there was insufficient time taken to
talk with patients and family to support them through the system.

Finding - There are several opportunities to improve the ability of care providers to collaborate and
ensure coordinated care. However, these opportunities do involve system change, available funding
mechanisms and an centralised, real-time, multi-provider information management and
communication system.

Death literacy

Desktop research - death literacy is defined as a set of knowledge and skills that make it possible to
gain access to understand and act upon end-of-life and death care options. Data suggests a high level
of death literacy in the Brisbane South PHN region.

Consultation - identified death and palliative care as taboo subjects. Clinical care providers felt that
whilst death literacy is still low, particularly amongst priority population groups, there has been
improvement in death and palliative care literacy over time. Continuing to engage and educate the
community is supported.

Finding - Whilst data shows a high level of death literacy across the region, further segmenting of the
data may indicate groups who have lower death literacy and require additional engagement and
education efforts. (Priority populations, people who experience disadvantage and vulnerabilities).

Advance care planning

Desktop research - refers to decision making and completing documents that will guide future health
care decision making should a person be unable to make decisions themselves at some time in the
future.

Consultation - indicated the need for continuing with community engagement and education,
particularly for priority populations and those who experience disadvantage.
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Finding - further review of Advance Care Planning data for the region is recommended, particularly
for priority populations and those who experience disadvantage. The outcome of this review should
inform community engagement and education activities.

Carers and family

Desktop research - carers and family are the foundation of at home palliative care and their needs
are important, including bereavement support.

Consultation - indicated there are gaps in providing round-the-clock care to at-home palliative care
patients (limitations to funded care). Informal carers and family are providing most of the care at
home and more support for carers and families is required. Carers did not identify any awareness of
bereavement care available. Consultation identified a lack of funding for at home supports for people
under 65 years.

Finding - further investigation of supports provided to carers and family through the new Support at
Home program would be beneficial. Further investigation into the adequacy of bereavement care
provided is required. Further work should be undertaken to understand the funding requirements to
provide adequate at-home palliative care support to patients, their carers, and family for people under
65 years.

Relevant regional data

Socio-economic status

Desktop research - Whilst overall the region experiences slightly higher levels of socioeconomic
advantage, there is a significant level of financial distress in some areas and 15.6% of the population
fall within the most disadvantaged SIEFA quintile.

Consultation - identified barriers and challenges for people experiencing socio-economic
disadvantage.

Finding - desktop data and consultation are in alignment.

Demand drivers

Desktop research - demand for at home palliative care is driven by the increasing preference by
people to remain in their homes together with the ageing population and prevalence of life limiting
and chronic conditions.

Consultation - Carers identified during consultation that their loved ones had an initial desire one to
remain at home for palliative care and end-of-life.

Finding - There is a need for a further understanding of the at-home care and support needs of
patients, carers and families (that are potentially not being met) associated with higher level of
hospitalisation occurrences during the palliative phase, and their end-of-life location not being in
alignment with their initial desire to receive palliative care and die at home.

Death statistics

Desktop research - (causes and places) - coronary heart disease and dementia are the leading cause
of deaths in the Brisbane South region. Approximately half (54.1%) of people died in hospital in 2019.
Data indicates that 2% of people died at home in Queensland in 2019. This is the lowest rate of at-
home deaths in Australia for 2019 compared with rates between 9.4% and 29.3% for all other states
and territories in Australia for that year.
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Consultation - identified that whilst people may wish to receive at-home palliative care they often
choose or require hospital-based care at intervals whilst receiving at home palliative care and at end-
of-life.

Finding - Similarly to ‘demand drivers’ there is a need for a further understanding of the at-home
care and support needs of patients, carers and families (that are potentially not being met) associated
with hospitalisation occurrences and their end-of-life location not being in alignment with their initial
desire to receive palliative care and die at home.

Workforce considerations

Workforce data

Desktop research - whilst general palliative care and healthcare workforce data is available,
comprehensive data on the diverse workforce supporting at home palliative care in the Brisbane
South PHN region is a current gap.

Consultation - Provision of at home palliative care requires a range of services from multiple
organisations across different funding streams.

Finding - There are significant workforce data gaps within the Brisbane South region. However, it
should be noted that it is an extremely diverse workforce required to support at home palliative care
which may inhibit an accurate representation of at-home palliative care workforce data.

Ageing workforce

Desktop research - The national strategy identifies an ageing workforce.

Consultation - identified a shortage of General Practitioners, together with a lack of data on which
general practitioners provide palliative care in the Brisbane South PHN region. Younger practitioners
choosing palliative care as a career was also identified during consultation.

Finding - further data on the palliative care workforce in Brisbane South PHN is required, particularly
in relation to workforce ageing.

Medical practitioners

Desktop research - indicated that there is a recognised shortage of medical and nursing staff trained
in palliative care.

Consultation - participants considered that there are enough medical practitioners in the BSPHN
region. The shortage identified in consultation was allied health, particularly pharmacy, and nursing
staff trained in palliative care.

Finding - further understanding of staff shortages and the available funding for additional allied
health staff and nursing staff within at-home palliative care services is required.

Care Workforce skill development

Desktop research - There is a need for the care workforce (clinical and non-clinical) to have
increased palliative care knowledge and skills.

Consultation - reflected the need identified in the desktop research.

Finding - further skill development across the clinical and non-clinical workforce that supports at-
home palliative care is needed.

Community awareness and understanding of palliative care

Generally, consultation was unable to verify the desktop research. Consultation indicated:
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The majority of people interviewed identified a need to continue the work that has been done and ‘get
out into the community’ and keep talking about palliative care, what support is available, and provide

more information on supports such as Pal Assist and Carers Queensland. It was also thought that it is

important to talk with community about Advance Care Planning and end-of-life care.

There was agreement by consultation participants on the benefit of the work of ‘Compassionate
Communities’, particularly the work done directly with community members, rather than service
providers.

[t was noted by consultation participants that people who experience disadvantage, vulnerability and
marginalisation often have low awareness of palliative care and how to access support. In additional
many people in this group have often had trauma and poor experiences with traditional healthcare
services.

Resource allocation to a community engagement function was identified in consultation as important,
particularly around engagement with culturally and linguistically diverse communities.

Despite data suggesting that death literacy in the Brisbane South PHN region is higher than average,
consultation participants believed death literacy to be low across the region.

Consultation indicated that greater community awareness, via education for patients, carers and
family members on pain management and other aspects of palliative care, would be beneficial.
Additionally, greater understanding of ‘last aid’ would make it a lot easier for carers and families.

Priority populations

Priority population needs

Desktop research - indicates the needs of priority populations mirror those of the general
population when it comes to palliative care but are magnified. Needs include communication around
death, dying and palliative care, confidence in service providers and financial support. Barriers exist
from both the consumer and service perspective.

Consultation - participants were clear that there is a need to understand the preferences and choices
of each individual receiving care and their carers/family. The importance of not making
generalisations and assumptions was considered crucial. Particular needs were identified for the
homeless population. Funding issues were identified for people from priority populations who are
under 65 years. Consultation identified barriers from both consumer and service perspectives, and
also identified a need for coordinated care, spiritual and cultural considerations, clarity of pathways,
and provider scope and roles. The majority of people require funded supports at home.

Finding - Generally, research and consultation are in alignment, however consultation identified
additional needs which should be further explored and solutions implemented.

Increased vulnerability

Desktop research - The intersection of palliative care with priority populations, who typically
experience challenges in the social determinants of health, can create an increased vulnerability.
Consultation - reiterated that priority populations experience increased vulnerability.

Finding - a greater focus on the needs of priority populations and adequate at-home palliative care
supports for patients, carers and family members is required.
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Demographics

Population profile

The Brisbane South PHN region is situated in the south-east of Queensland and is home to over 1.2 million

residents. The region covers a total of 3,856 square kilometres from Brisbane River and Moreton Island in the
north to Redland City in the east, and through to Logan City and Scenic Rim Regional Council in the south. The
region encompasses the following SA3 areas:

e (Capalaba

e C(leveland - Stradbroke
e Wynnum - Manly

e Carindale

e Holland Park - Yeronga
e Mt Gravatt

e Nathan

e Rocklea - Acacia Ridge

1,400,000
1,200,000
1,000,000
800,000
600,000
400,000
200,000

0

e Sunnybank

e Centenary

e Sherwood - Indooroopilly
e Brisbane Inner

e Brisbane Inner East

e Gold Coast Hinterland

e Forest Lake - Oxley

e Ipswich Hinterland

Brisbane South PHN populat

1,268,556

807,137

Beaudesert

e Beenleigh

e Browns Plains

e Jimboomba

e Loganlea - Carbrook

e Springwood - Kingston

ion 12

402397

295,569

30,926

Total
population

Aboriginal and People born in

Torres Strait Australia e
Islander
peoples

People born

People who
speak a
language other
than English at
home

Isewhere

Brisbane South PHN has a significant population over 65 years of age. Statistically, it is more likely that a
higher proportion of older people require palliative care as older people are likely to require palliative care at
some point within their health care journey. It should also be acknowledged that palliative care is not just for
older people, it is needed across the life course and at different stages of an illness trajectory. However,
statistically, it is more likely that a higher proportion of older people require palliative care when compared

to younger people.
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Brisbane South PHN population segmentation!2

Whilst Brisbane South PHN region overall experiences slightly higher levels of socioeconomic advantage
compared with Queensland average, 15.6% of residents fall within the most disadvantaged quintile.
Respondents to the local (Brisbane South PHN) Health Needs Assessment survey (2021-2024) identified
socioeconomic disadvantage as the key driver in unmet health needs.>

The Index of Relative Social Disadvantage (IRSD) is a summary measure of the social and economic conditions
of geographic areas across Australia. It enables ranking areas based on their relative levels of disadvantage,
with lower index values representing areas of greater disadvantage relative to the broader community. At a
whole of region level, Brisbane south experienced slightly higher levels of socioeconomic advantage than the
national population and ranks as the 10th most advantaged PHN in Australia (PHIDU 2021).5

However, across the region, 15.6% of people residing in Brisbane south fell within the most disadvantaged
quintile. SA3 regions with particularly high proportions of the population within this most disadvantaged
quintile included Beaudesert (55%), Springwood - Kingston (49.7%), Beenleigh (49.4%), Browns Plains
(39.6%) and Forest Lake - Oxley (35.9%).5

At the LGA level, data shows relatively higher levels of financial stress in Brisbane and Logan, lower levels of
education outcomes in Logan and Scenic Rim, a greater number of aged pensioners in Logan and Redlands,
and higher rates of people experiencing homelessness in Brisbane (QGSO 2021).5
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Selection of socio-economic indicators by LGA, Brisbane south and Queensland

Local Government Area (LGA)
Socioeconomic indicators Brisbane L - [r—
() ogan edlands (b)

Financial stress:
Low income households under financial 30.1 32.1
stress from mortgage or rent (%)
Education:
Completed year 10 or below, or did not 32.7 29.3
attend school (ASR per 100 people)
Welfare:

Age pensioners (% of 65+ pop., Jun 2021)

271

62.0 60.7

Disability support pensioners (% of 16-64

yrs pop., Jun 2021) Q8 &l
Receiving unemployment benefit (%, Jun =5 6.8
2021) ' ’
Female sole parent pensioners (%, Jun

2021) 4.2 33

Digital accessibility: Internet not accessed
from dwelling (%, 2016)

Transport: Adults reporting difficulty or
cannot get to places needed with transport 3.8 3.8
(ASR per 100, 2014)

Homelessness: Persons experiencing
homelessness (rate per 10,000 persons, 45.6 52.7
2016)

136 108

Dot notes: (@) and (b} figures shown for entire LGA — have not been adjusted to refiect only the LGA proportion within the PHN region.
Source: QGSO 2021

Demand drivers

Demand for at-home palliative care is driven by the increasing preference by people to remain in their homes
together with the ageing population and prevalence of life limiting and chronic conditions.

Across Australia, the population in need of palliative care included 80% of all predictable deaths in 2019-20.
In the last year of life, 2 in 5 (41%) of the population in need of palliative care received specialist palliative
care (SPC), 94% consulted with a GP and 1 in 2 (54%) had consultations with other specialists.!3

The Palliative Care Australia Roadmap 2022-2027 identifies that the population is growing and ageing, and
many people will be diagnosed with chronic illnesses, which will increase the need and demand for palliative
care in Australia.4

In addition, the prevalence of life limiting conditions including cancer, heart disease, dementia and chronic
respiratory illnesses, together with increasing preference by people to palliate and die at home is understood
to increase the need and demand for at-home palliative care. 14

For the population in need of palliative care, those dying of cancer were at least five times as likely to have
Medicare-recorded consultations with palliative care specialist physicians than people dying from other
causes (21% versus less than 4%).13
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Self reported long term health conditions
in Brisbane South PHN region (2021)?

Heart Disease
Lung Condition
Cancer

Kidney Disease
Stroke

Dementia

91,595
68,410
41,537
21,757
20,236

16,117

Note: data is not additive across health conditions as people could multi-select these in the census

Cause of death

Coronary heart disease and dementia including Alzheimer’s disease are the top causes of death in the
Brisbane South PHN region between 2019-2023. In the Brisbane South Joint Regional Needs Assessment
2025-2027, high rates of dementia were identified as a medium priority for the Brisbane south region. In
2021, the age-standardised rate of dementia was 34.4 per 100,000 people, which was statistically significantly
higher than the Queensland average of 32.3 per 100,000 people (Australian Bureau of Statistics, 2021).5

Between 2017 and 2021, dementia was the second leading cause of death among Brisbane south residents,
surpassed only by coronary heart disease. Dementia is particularly common in individuals aged 75 years and
over.5 The following table illustrates data drawn from the Brisbane South PHN data portal.12

@ Coronary heart disease @ Dementia including Alzheimer's disease
130 128
o
=]
=
=] o1
= 82 81
E. 75 74 73
@ 63 51
. 42
K] 40
=
[
O X 3 B
obc""“\ ea'z.q-a.@ 6‘0‘0 {0@0 t\.;\b”\ ‘\‘P@l o“c’ o‘bL’ Lq\\e ‘;oa (,w" w"’c’ e -d?@‘ \a\‘: 6‘*5 c\“z ©
e QG r., R \J\"' \ 0@0 QOO R {)2'6 6‘
b
IS 0“ s z’\ O et o
ST Wad o YLt & i
gl S !\o\\ ,_)Qi\ Q_oo o %
e
Top cause of death # S5A3s 2nd cause of death #SA3 3rd cause of death # SA3s
- - -

Coronary heart disease 12 Dementia including 10 Cerebrovascular disease 15
Dementia including 8  Alzheimer's disease Lung cancer 4
Alzheimer's disease Coronary heart disease 8 Dementia including 1
Total 20 Lung cancer 2 Alzheimer's disease

Total 20 Total 20
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Cause of death and receipt of palliative care services in the last year of life by end-of-life disease
trajectories and aged care services in Australia (AIHW study population 2021-22)17

Place of death

Despite the value of place of death data, there currently appears to be no nationally consistent systems in
place to accurately monitor statistics relating to place of death in Australia. Information on place of death is

collected through the Civil Registration system on either a Death Registration Form or the Medical Certificate
of Cause of Death.

In 2021 The Australian Bureau of Statistics released information from a pilot study applying a framework for
the classification of place of death to the Australian mortality dataset. The following data is drawn from the

results of the pilot. It would appear from the available data that Queensland has a much lower percentage of
people who died at home in 2019 compared with other states and territories.15

Place of Death by State/Territory 20191>

120.0%
100.0%
80.0%
60.0%
40.0%
20.0%
0.0%

Unspecified 0.1% 0.3% 16.3% 0.1% 0.1% 0.0% 0.7%

W Other 1.5% 1.5% 0.9% 1.5% 1.7% 1.7% 5.9%
M Hospital/medical service area  51.0% 50.0% 54.1% 46.3%

0.0%
51.2% 47.4% 54.9% 54.0%

M Residential aged care facility 30.1% 29.9% 26.7% 35.0% 27.7% 31.5% 9.2% 26.4%

m Home/residence 17.3% 18.2% 2.0% 17.1% 19.3% 19.3% 29.3% 9.4%

B Home/residence M Residential aged care facility =~ B Hospital/medical service area M Other Unspecified
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Advance care planning data

The Statewide Office of Advance Care Planning in Queensland (OACP) provides a quarterly report on Advance
Care Planning documents associated with the ACP tracker, an online repository providing real-time access to
ACP documents in the Brisbane South PHN region.

There has been a steady increase in ACP document view over time in the Brisbane South PHN region, which is
reflective of the work that has been done by Brisbane South PHN in collaboration with health care provider
partners to promote the use of ACP by healthcare professionals.

Number of ACP Document Views (via Health Provider Portal)

150

Document Type
@ Advance Health Directive

(s ]
[=]

® Enduring Power of Attorney
@ Other Document
QCAT Decision

ACP Views

@ Statement of Choices

Aug Sep Oct Nov Dec Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec
24 24 24 24 24 25 25 25 25 25 25 25 25 25 25 25 25

Number of ACP document views (via health provider portal) Aug 2024 - Dec 2025

In addition, the Brisbane South PHN region has a higher percentage of ACP documents submitted by RACH to
to the OACP than the percentage for Queensland over the same period of time (2014 - 2025). This may be
attributed to Brisbane South PHN prioritising the promotion of advance care planning in aged care services as
part of their work to enhance palliative care outcomes.

ACP Docs Received by Sector ACP Docs Received by Sector
@ Hospital ® RACF ® Community @ Hospital ® Community @ RACF
2.692 (19%)
6,794 (26%) 12,344 (48%) e
26,849 (23%)
6,927 (26%)
68,692 (38%)
Brisbane South PHN Region - RACH 26% Whole of Queensland - RACH 19%
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Key Australian palliative care data

The Australian Institute of Health and Welfare have produced a range of palliative care reports and data. Key
findings from the Specialist Palliative Care Use for Older People Receiving Aged Care Report!? suggests:

Two in five older people who died from predictable deaths received specialist palliative care in the last
year of life. Of these:

— 31% (40,600) were admitted to hospital for palliative care-related hospitalisations
— 9.3% (12,300) attended outpatient clinics for palliative care medical consultations

— 7.6% (10,000) received Medicare-subsidised services provided by palliative medicine
physicians/specialists.

Specialist palliative care recipients were more likely to have an unplanned hospital visit.

Home care and respite care users were more likely than residential aged care users to receive specialist
palliative care. Compared with people living in residential aged care, people using home care and
residential respite care were:

— 2.7 times as likely to have palliative care-related hospitalisations
— 1.9 times as likely to attend outpatient clinics for palliative care consultations
— 3.4 times as likely to receive Medicare-subsidised palliative care services.

Residential aged care users receive their first specialist palliative care service later than other aged care
service users.

Receipt of specialist palliative care among the study population was higher for people aged 65-74
compared with people aged 85 and over (50% and 30% respectively). The difference between age groups
was most pronounced for people living in residential aged care. People aged 65-74 living in residential
aged care were almost twice as likely to receive specialist palliative care compared with those aged 85 and
over (34% and 18%, respectively).

Among people using home care and residential respite care, people aged 65-74 were 1.3 times as likely to
receive specialist palliative care compared with those aged 85 and over (57% and 46%, respectively).

People in the study population who died from cancer were the most likely to receive specialist palliative
care (60%), followed by people who followed the organ failure trajectory (28%) and people who followed
the dementia and frailty trajectory (22%).

For all disease trajectories, people using home care and residential respite care were at least twice as
likely to receive specialist palliative care compared with people living in residential aged care:

— 2.0 times as likely for people who died from cancer
— 2.1 times as likely for people who followed the organ failure trajectory
— 3.0 times as likely for people who followed the dementia and frailty trajectory.

The higher rates of specialist palliative care among cancer patients reflect the traditionally strong
association between palliative care and cancer diagnoses. Cancer patients often experience a more
predictable illness trajectory, with a rapid progression to a shorter terminal phase, during which they are
typically at home, in hospital, or receiving care in specialist palliative units.
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e In contrast, individuals with dementia and other chronic conditions follow a slow, prolonged, and
unpredictable decline. People living in residential aged care are less likely to have cancer, and more likely
to have conditions such as frailty or dementia (AIHW 2025). As a result, the need for palliative care may
be less readily recognised in residential aged care settings, contributing to lower access to specialist
palliative care (Quinn et al. 2021, Murray et al, 2005).

e Older people living in residential aged care and approaching end of life may receive palliative care in other
ways. For example, palliative care and support provided by aged care workers or through palliative care
nurse visits to residential aged care facilities. This may, in part, explain the lower rates of specialist
palliative care receipt among people living in residential aged care.

o Palliative care services provided in residential aged care are not captured in national administrative data
collections or linked data, and therefore not reflected in this report.

AIHW Kkey data identified above would suggest that the palliative care journey for people choosing at-home
palliative care involves greater use of specialist palliative care and a greater number of hospitalisations than
residential aged care users. A deeper understanding of the palliative care journey and support needs,
including after hours, of patients, carers and families who choose at-home palliative care may allow for the
development of more responsive and/or comprehensive at-home support services that reduce the frequency
of hospitalisations for these patients and allows them to be cared for and die at home in alignment with their
initial wishes.

Further exploration of the role of enhanced respite care and a hospice service in reducing hospitalisations
would also be beneficial.

Key Brisbane South PHN region palliative care data

The AIHW also provide palliative care services data by PHN regions.2” This data also allows for comparisons
with state and national data. As indicated in the following diagram:

e Brisbane south has a slightly higher rate of admitted patient hospitalisations than the Queensland and
national rates.

e Brisbane south has a slightly lower rate of non-admitted patient service events than the Queensland
rate, but both the Brisbane South and the Queensland rate are significantly lower than the Australian
rate.

e Brisbane south has a reasonably lower rate of Medical Benefits Scheme (MBS) palliative care related
services than the Queensland rate, however, both Brisbane south and Queensland rates are higher
than the Australian rate.

e The rate of Pharmaceutical Benefits Scheme (PBS) palliative care related prescriptions for Brisbane
south is significantly lower than the Queensland rate and also lower than the Australian rate.

Unfortunately, the AIHW palliative care data for Brisbane South PHN region by age group is unable to provide
clarity on admitted and non-admitted palliative care patients under the age of 65 years due to the age
groupings used in the data. The age groupings used in the AIHW data are not consistent with palliative care
patients’ ability to access to funded in-home care services via the aged care system (65 years or 50 years for
First Nations peoples) which currently is the mechanism that provides in-home support for people who
would like to receive at-home palliative care.
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Consequently, we are also unable to understand the number of palliative care patients who are unable to
access funded in-home care services due to their age being under 65 years or 50 years for First Nations
peoples. As noted elsewhere in this document, consultation identified a gap in access to in-home care
supports for people aged under 65 years or 50 years for First Nations peoples, which often restricts their

ability to choose to receive at-home palliative care and die at home unless they have financial capacity to pay
for private services.

Overview

Admitted patients

Filter by State/Territory Selecta PHN

Non-admitted patients

| Queensland

v‘ |Br\5bane50uth

PHN Palliative Care Services information 2023-24

Admitted patient palliative care

Number of haspitalisations

5,447

Non-Admitted patient palliative care

Number of service events

32,423

Admitted patient
hospitalisations
(Rate per 10,000 pop.)

Mon-admitted patient
service events
(Rate per 10,000 pop.)

MES palliative
care-related services
(Rate per 100,000 pop.)

PES palliative care
related prescriptions
(Rate per 100,000 pop.)

MBS palliative care-related services

Number of pecple

MBS

PBS

Queensland
Brisbane South (PHIN3202)

Number of pecple

PBS palliative care-related medications

Brisbane South

Brisbane South

Brisbane South
QLD (PHN state)

Brisbane South

QLD (PHN state)

Scurce and notes: AIHW. PHN Tables 1-8.
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Number of services
3,901

Services per person

4.8
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Australia
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Australia
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56,555

Prescriptions per person
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374.1
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by Age group, 2023-24

- AN

AIHW PHN Palliative Care Services Information 2023-2427

Service availability and accessibility

Both service provider and system partner stakeholders identified during consultation that Metro South
Health (MSH) has one of the leading palliative care services in Queensland and utilises their funding well.
They have a very active specialist palliative care team; however, they are recognised as being ‘stretched’.
Additional staffing in some disciplines such as pharmacy and psychology, the ability to duplicate and scale
their services, as well as additional funding to support people’s choice to receive at-home palliative care were
identified as important opportunities to better support at-home palliative care. It was also indicated during
consultation that there are sometimes delays between a referral being made by primary care and the patient
being seen by the MSH palliative care team.

Consultation participants identified good linkages between the MSH community palliative care team and
general practitioners together with timely communication and beneficial support. Consultation participants
also identified that the MSH palliative care service provides in-hours support 7 days per week, after hours
phone support and the ability to dispatch a registered nurse to an already registered (with the MSH palliative
care service) palliative care patient’s home after hours as needed. In addition to the service offered by MSH
there are a range of resources such as Pal-consult an end-of-life care support service for clinicians and
caring@home, a resource that supports at-home care provision to improve the availability and accessibility of
at-home care. There is also Pal Assist a free resource for palliative care consumers, carers and family.

In terms of improvements, it was suggested that clinically, there is evidence that early referrals to palliative
care result in better experiences for patients, carers and family, but there are often delayed referrals into
palliative care. Respondents also indicated that from a tertiary system perspective, better and earlier
identification of patients who require palliative care would be beneficial. An example provided during
consultation is that some patients are discharged from hospital without a referral to a palliative care service,
then they cannot or do not see their general practitioner and ultimately there is often an urgent referral from
the general practitioner because the patient is found to be deteriorating at home. Additionally, it was
identified that the current system doesn’t allow for early referral for public patients and that early referrals
by general practitioners risk being declined by the tertiary palliative care service.

“We know that we will do better with palliative care if we start earlier, but there still isn't a system which is
allowing us to refer them earlier. And so that divide between what is end of life care and what is actually
palliative care is a problem.” General Practitioner*
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It was also noted that there is no hospice in the Brisbane South PHN region. Consultation participants
identified that a hospice within the region would be beneficial and provide greater end-of-life options for
people.

From a clinical perspective, opportunities were identified to enhance the confidence of consumers and carers
to choose at-home palliative care by increasing the confidence of their treating clinicians that their patients
will be able to access high quality wrap around care in their homes. With enhanced confidence of clinicians,
at-home palliative care could be discussed confidently as an option with patients entering the palliative phase
of care. Increasing clinician confidence would most likely require the ability to deploy rapid response, wrap-
around clinical care to the home as required - care that is currently not available to at-home palliative care
patients in the Brisbane South PHN region. During consultation, options put forward that may support
clinician, consumer and carer confidence and enable more patients to transition from hospital-based care to
at-home care include the utilisation of existing services such as virtual integrated care services, hospital in the
home services (HITH) and GEMITH a home-based service for geriatric assessments as part of the palliative
care system.

“I think our hospital specialists, and our hospital doctors and nurses are not in a position of feeling confident that
they could rapidly deploy an at-home palliative care service. I think that if our hospital services felt that they
could rapidly transition from a hospital-based care to a supportive home-based care approach that wraps
around their patient they would get them (the patient) into their own home environment.” Tertiary Clinician2*

It was identified that service availability and accessibility in some areas may be impacted by siloed systems
and individual service rules regarding what can be provided, together with separate clinical governance
systems. This is also impacted by variable levels of consumer service and system knowledge and their ability
to navigate or coordinate the multiple service systems that may be involved in at-home palliative care.

Limitations to clinical at-home palliative care were often identified as being related to the limited number of
general practitioners providing palliative care and the lack of Medical Benefits Scheme remuneration for the
time and travel involved for a general practitioner to support a patient to receive palliative care at home.

“I know there are a number of GPs who do a lot of palliative care work. Most GPs would do some, but some would
delegate that to health care specialists or services. | know there are quite a number of barriers for GPs
undertaking palliative care work because a lot of that is home visiting, discussing with families, which is often
not remunerated work.” General Practitioner*

Carer consultation identified that general practitioners are an important element of at-home palliative care,
providing both clinical and relational care, whereas hospital staff were perceived as predominantly offering
clinical care. There was significant importance placed on the relational care provided by general practitioners.

Carer consultation identified that there is room for improvement in terms of the pathways between the
private and public systems. Additionally, carers identified experiences where patients were being retained by
private specialists rather than being referred to a palliative care service. When patients finally navigated their
way to a palliative care service, they were able to receive the specialist palliative care and information they
needed and expressed the importance of private specialists referring to palliative care earlier.

29




It was acknowledged that in addition to clinical care, there is a range of supports that may be needed by a
patient and their carer/family to enable at-home palliative care. Whilst it was recognised that National
Disability Insurance Scheme (NDIS) participants receive funding to enable them to remain in their homes and
receive palliative care, a significant number of consultation participants identified a lack of funding for people
under the age of 65 to be supported in their home. The issue of home care provider service availability and
continuity of staff was also raised, as good support that is consistently delivered has an impact on people’s
ability to remain in their home.

Review of current funding mechanisms and organisational processes and their role in reducing care
providers’ ability to accept early referrals for palliative care and provide person-centred care would be
beneficial to supporting person centred at-home palliative care in alignment with the vision of the national
strategy. There are several opportunities to improve the ability of care providers to collaborate and ensure
coordinated care. However, they do involve system change, funding mechanisms and an information
management and communication system together with whole system care workforce palliative care
education.

“There has been investment, but there are still shortfalls. My Aged Care supports people over 65 years and the
NDIS system provides support, but there’s a group of people who don’t qualify for supports at home, the under 65
year olds. There’s also gaps in terms of providing that round the clock care for people. It (at-home palliative
care) is still dependent on families, so informal carers take the brunt of it (care work), but it's having that ability
to support.” Tertiary clinician?*

For specific population groups such as homeless people, there are significant challenges associated with the
provision of palliative care, a perceived lack of clinical expertise to manage pain in people with active alcohol
and other drug usage together with a lack of a safe medical respite service to care for these vulnerable
patients. Hospitals are often not considered the best place to care for this group of people. In addition, the
majority of homeless people die before reaching the age of 65 years, therefore they fall into the age bracket
which does not attract at-home supports funding.

In terms of geographic distribution, it was felt that the Southern Moreton Bay Islands may have lower levels
of service access and that more rural areas such as Beaudesert and Rathdowney may also experience service
access more in alignment with regional/rural areas.

Collaboration with national, state and local palliative care projects

Brisbane South PHN collaborates with a broad range of nationally and state-funded palliative care initiatives
to strengthen service capacity and enhance outcomes across the Brisbane South region. This includes
engagement with Advance Care Planning Australia and Advance Care Planning Queensland, through which
Brisbane South PHN promotes resources to local stakeholders, supports advance care planning education via
events and communications, and contributes to the Advance Care Planning Queensland Steering Committee to
ensure alignment with state and national priorities.

BSPHN also disseminates evidence-based resources from nationally funded projects such as CareSearch,
CarerHelp, End of Life Directions for Aged Care (ELDAC), End of Life Law for Clinicians (ELLC) and palliAGED,
directing providers and carers to relevant tools and integrating these materials into stakeholder engagement

30




and education activities. Collaboration with caring@home has included participation as a consortium member
and the promotion of resources that support best-practice home-based symptom management.

In addition, Brisbane South PHN’s palliative care initiatives are supported through the Greater Choice for
At-Home Palliative Care Program, which has enabled the commissioning and implementation of local
activities aimed at improving integration between primary care, specialist palliative care and community
services. Collectively, these collaborations aim to build workforce capability, increase uptake of advance care
planning, strengthen carer support, enhance access to high-quality home-based end-of-life care, reduce
avoidable hospital presentations, and align local service delivery with national best-practice frameworks.

Current Brisbane South PHN palliative care projects

Underpinned by the Brisbane South PHN Health Needs Assessment, the Palliative Care Action Plan 2023-2025
articulates the approach being undertaken to enhance palliative care across the Brisbane south region
through tangible system improvements.

Brisbane South PHN priority areas for action reflect the national and state strategic direction whilst focusing
on tangible actions that improve care outcomes across the palliative care system, particularly for priority
populations.

e Increasing death literacy and understanding of dying well in priority communities across Brisbane south
e Improving the accessibility and equity of palliative care services and supports.

e Strengthening the delivery of palliative care to be holistic, effective, high quality and responsive to
people’s needs.

e Supporting a capable palliative care workforce, particularly primary health and aged care services.

e Building an integrated, informed palliative care system.

Further information on two significant projects currently being undertaken by Brisbane South PHN to
improve service availability and accessibility are detailed below:

Brisbane South Palliative Care Collaborative - The Palliative Shared Care Project:

A multidisciplinary model of care lead by a Nurse Practitioner (NP) to support the delivery an integrated
approach for increased support of home-based palliative care.

The NP acts as the main conduit between general practitioners (GP) and other palliative health care providers
to increase service integration. The role works alongside GPs to support with coordination of referral
pathways, navigation support between different care settings and care providers and importantly, navigation
and care coordination support for patients and families, workforce capacity building to support GPs with
knowledge and skills to deliver quality palliative care more confidently.

Key Highlights

e Asnoted by Siouta et al.19, effective palliative care models must incorporate early identification and
promote the integration of palliative care services early in the patient’s care plan. In the community
setting, GPs currently lack an accessible screening tool to identify patients who are approaching the end of
life. In response, Primary Sense, Brisbane South PHN and the shared care project team collaborated on the
development of bespoke, on-demand palliative care reports, which are now complete. Once generated,
these reports will assist general practices in identifying patients who may benefit from advance care
planning and palliative support. User guides have been finalised, and education sessions for practice staff
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have commenced to support effective implementation of the reports, in alignment with the Prompts for
End-of-Life Planning (PELP) Framework.20

e Brisbane South PHN has been collaborating with the National Palliative Care Project caring@home team,
who are developing an audit tool designed to support quality improvement in caring for patients likely to
be in their last year of life. This tool is based upon the clinical processes outlined in the Prompts for End-
of-Life Planning (PELP) Framework?!. The GPs participating in the Palliative Care Shared Care Model have
actively provided feedback to help shape this quality improvement tool. An accompanying education
module, eligible for continual professional development (CPD) points on measuring outcomes, will be
included. This will be particularly valuable, as there are currently limited CPD activities focused on
measuring outcomes in palliative and end-of-life care. Providing CPD activities on this topic will fill a
critical learning need, equip GPs with practical tools and knowledge, and ultimately enhance the quality of
palliative and end-of-life care delivered in the community.

e At]June 2025, 15 GPs are involved in the shared care project, with over 54 referrals made in FY 24-25.

e From July 2024 to June 2025, twenty-five education sessions were conducted engaging over 200
attendees. Topics covered so far, based on staff feedback, include (but are not limited to) end-of-life
planning; the Prompts for End-of-Life Planning (PELP) Framework; Advance Care Planning; home-based
palliative care; palliative care for residents in residential aged care homes (RACH); shared care in
palliative care; voluntary assisted dying and its interface with palliative care; palliative care for First
Nations patients; dementia and the intersection with palliative care needs and the use of Primary Sense to
identify patients with Advance Care Planning and palliative care needs.

Queensland Voluntary Assisted Dying - Greater Choice for At-Home Palliative Care Education for
General Practice - Pilot

During the pilot phase of the project (Feb 2024 to Dec 2024), a standardised educational presentation was
developed that focused upon a framework for proactive palliative care. The framework utilised in the
educational presentation included options for end-of-life care that Metro South Health Services could co-
coordinate and deliver in conjunction with general practices.

The recent option of voluntary assisted dying (VAD) and its legislative requirements as well as the legal
obligations of GPs was introduced and discussed and the relationship between VAD and advance care
planning was explored. Furthermore, an end-of-life audit that allows general practitioners to meet their
measuring outcomes CPD requirement was introduced and resources including the end-of-life audit,
checklists and brochures relevant to end-of-life care and relevant services in the Brisbane South PHN
catchment area were included.

The presentation was delivered by medical palliative care consultants and VAD authorised practitioners using
various methods:

e Academic detailing - GPs may opt for a one-on-one hour session in their office.

e “Lunch and learn” practice sessions, where lunch was provided for clinic staff to attend the presentation

e Educational dinners

It should be noted that VAD service delivery is not funded under GCfAHPC and this pilot did not include delivery
of VAD services, remuneration of VAD practitioners, nor did it support state or territory VAD practitioner
training.

32



Residential Aged Care Home Workforce Education

Brisbane South PHN delivered targeted education and workforce development sessions to RACH in the
region. These sessions focused on enhancing clinical knowledge and confidence in providing quality palliative
care, covering topics such as symptom management, quality use of medicines, and the intersection of
dementia and palliative care needs. By engaging the RACH workforce in a collaborative learning environment,
these initiatives supported improved care outcomes and fostered stronger connections between aged care
providers and specialist palliative care services.

Services in the Brisbane south region

A wide range of services are available across the Brisbane south region supporting clinicians, patients, carers
and family members. Mapping has been undertaken and Appendix 2 of this report details services in the
region that support at-home palliative care in addition to primary, secondary and tertiary health care
services.

Workforce capacity and distribution

At-home palliative care is provided by a diverse workforce across a wide variety of provider types
necessitating a whole-of-system approach to workforce planning and capacity building.

The national strategy identifies that Australia has an ageing health workforce which is coinciding with an
ageing population and an increasing preference for at-home palliative care. Fewer available clinicians
contributes to a gap in expertise and staffing constraints, which may be felt particularly in the regional, rural
and remote settings as the majority of specialist palliative care clinicians are based in metropolitan in-patient
services.8 It should be noted that this ageing workforce and staffing constraints are occurring at the same time
as the number of people aged over 65 years is increasing because of the ageing population.6

The state strategy identifies initiatives that are designed to mitigate geographic and setting related workforce
imbalances. These include the establishment of PallConsult, a service that supports and builds capacity across
Queensland for community-based clinicians, together with a funding allocation for the Specialist Palliative
Rural Telehealth Service to support the delivery of palliative care services in regional, rural and remote areas
of Queensland. Queensland Health also has service agreements with non-government organisations to deliver
community-based and hospice services. Queensland Health also identify workforce expansion and an increase
in specialist support to strength service delivery and local level responses as part of their strategy.”

Both national and state strategies identify that at-home palliative care is delivered by a diverse workforce
from a wide range of provider types. There is a clear understanding that a multidisciplinary, team care
approach involving clinical and community care providers is required.
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Workforce

Palliative care specialist doctors and
nurses

Medical specialists

General practitioners

Nurse practitioners

Nurses

Allied health professionals
Pharmacists

Paramedics

Residential aged care workers

Provider types

Specialist inpatient and community-
based palliative care services
Neonatal units

Paediatric services

Geriatric services

Public and private acute hospitals
General practices

Aboriginal and Torres Strait Islander Disability services

workers Residential and community aged care
Death doulas services

Community care workers
Interpreters

Spiritual and pastoral care workers
Volunteers

In home care services

The Commonwealth Department of Health, Ageing and Disability, through the GCfAHPC prioritise workforce
education and awareness in their PHN workstreams aimed at building local level workforce capability.
Education and awareness activities being delivered by PHNs nationally include:

e Workforce capability events, development of resources and toolkits and communities of practice.
e General Practice Quality Improvement (QI) activities

e Working with residential aged care homes to support education and awareness of palliative care and
advance care planning.22

There was agreement among consultation participants that continuing to work toward a healthcare
workforce that reflects the population/community is beneficial for clinicians, patients, carers and family.
Metro South Health Palliative Care Service representatives indicated that their service now has an Aboriginal
Health Worker to liaise and build cultural understanding for staff and help navigate cultural needs for First
Nations patients, their carers and family.

During consultation, both system partners and service provider stakeholders identified that the growth in
older people is not matched by growth in the healthcare workforce and that gaps in service delivery are often
related to the workforce being ‘stretched’. It was identified that there are insufficient numbers of general
practitioners, registered nurses and enrolled nurses, including domiciliary nurses in the community and that
the current workforce situation necessitates the need to improve the efficient use of healthcare providers.
There is also a need for more nurses, and specialist palliative care nurses in RACH together with increased
knowledge of palliative care for RACH staff.
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“So having more nurse practitioners in the palliative space, that would be great. And obviously having more GPs.
As well, I think there’s a shortage of nurses, you know, in the residential aged care homes.” Nurse Practitioner*

There was recognition of the importance of multidisciplinary care and multidisciplinary teams (MDT) to be
able to visit patients at home. However, it was also thought that in forming MDT for at-home palliative care,
clarity in scope and practice for each member of the team was crucial to ensure coordinated care and the
ability to utilise the available workforce efficiently. This was often envisaged by participants as a shared care
approach between GPs, palliative and specialist palliative care providers and home care services, particularly
in light of the End-of-Life Pathway funding for services provided through the Commonwealth Support at
Home program for people over 65 years.

The current shared care project being undertaken by Metro South Health and Brisbane South PHN was
perceived as very beneficial by all consultation participants who had awareness of the project. It was
suggested during consultation that it would be beneficial to expand this across the Brisbane south region, as
the project currently involves 15 general practitioners.

“With hospital specialists, departments and so forth, there's this idea, oh, well, primary care can do that. But the
problem is that primary care is already overwhelmed. I think what we're getting to now is a point where doctors
are just going, no, I just cannot do anymore. I just can't take that on as well.” (unremunerated at-home palliative
care patient management). General Practitioner?*

Allied health involvement in an MDT, particularly pharmacists, occupational therapists, and speech
pathologists was raised. It was thought that there is an under-representation of allied health in the palliative
care workforce. Community pharmacy was identified as an under-utilised resource. It was suggested by one
consultation participant that community pharmacists could contribute significantly to at-home palliative care
medication management as a member of an MDT, but it was also thought that community pharmacy can offer
‘bricks and mortar’ touch points across the region for people receiving at-home palliative care. However,
currently there are no funding mechanisms to support community pharmacy involvement in at-home
palliative care teams.

Additionally, it was felt by consultation participants that a type of coordinator/navigator role was required to
work alongside the family and the healthcare system to ensure the right care is provided. It was emphasised
that this should not be a stand-alone role, and that this role needed to be performed by one of the team
members engaged in providing care so that they were strongly connected and involved with the patient,
carers and family as well as the team providing the care. Funding would need to be provided to enable this
activity by one of the MDT team members. Consumer consultation identified the need for someone to support
them with interpreting discussions with clinicians and to understand the systems and processes in place.
Additionally, carers identified the importance of time spent with them in an ‘unhurried’ fashion as this is an
important and emotional time for all concerned.

For priority population groups who experience specific barriers associated with vulnerability and
disadvantage (such as homeless people), it was suggested that the inclusion of community service provider
staff in the MDT would be beneficial due to their ability to connect with the client and provide rapid responses
to individual client circumstances.
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“The ability for us as an NGO (providing services to disadvantaged people) working in the community gives us
that flexibility to respond in a really rapid way, where those big systems and structures (hospital) really slow
down the ability to respond quickly.” Community service provider*

Governance arrangements for a multi-organisation MDT would need to be considered, however there are
precedents for this as MDT are often involved in at-home palliative care provision for NDIS recipients, and
this currently involves multiple organisational governance frameworks working together.

As part of delivering at-home palliative care, one consultation participant felt it was important to recognise
that workforce constraints, together with a multi-organisation MDT approach, would raise issues regarding
capacity of team members, due to funding structures and task-based approaches to work, to be able to sit
with people who are dying. Outside of the hospital palliative care unit, this type of activity is unfunded, or
needs to be privately paid for.

The Support at Home program?2 workforce was discussed by many consultation participants. The Support at
Home program is funded by the Department of Health, Disability and Ageing and commenced on 1 November
2025, as the previous Home Care Packages ended. The Support at Home program contains funding for end-of-
life pathway support for people over 65 years. Consultation participants felt that there may be challenges
including gaps in the skill mix of the current home care workforce in regard to at-home palliative care
together with the existing workforce shortage faced by many home care providers that currently impact their
ability to provide consistent personal hygiene assistance and domiciliary care. It was also identified that the
home care workforce is more transient, and continuity can be compromised with different people appearing
on different days doing the same tasks. It was felt that upskilling of the home care workforce would be
needed, together with a greater capacity to work collaboratively as part of the MDT for people receiving at-
home palliative care.

The national strategy guiding principles include “Carers are valued and receive the support and information
they need”. The intent of this is that carer and family roles are valued and respected and their wellbeing
needs, including bereavement support, are considered as part of at-home palliative careé Therefore, further
investigation of supports, provided to carers and family, including bereavement support, through the new
Support at Home program would be beneficial.

“In general, I think that the gaps at the minute are going to be actually the physical bodies on the ground to
provide the care with this extra funding (Support at Home) coming in place. I think that the extra funding is
great, and I think it has been a long time coming. I think the problem is going to be that the resources from the
external companies that we're using are just not going to have the capacity. We've already been seeing that
recently before this has even come in that that there's people who don't have capacity to provide hygiene
assistance or domiciliary care, that's already a problem.” Palliative care provider*

For people with disability who have NDIS funding, it was suggested that a significant level of palliative care is
being undertaken by care workers who are not adequately skilled and that a significant proportion of the
palliative care delivered to people with NDIS funding should be undertaken by registered nurses. It was
suggested that there is a lack of clarity in NDIS regulations regarding palliative care support provided at
home.
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It was identified during consultation that the workforce does have a lot of cultural diversity, particularly
within the aged care and home care workforce. This was thought to present a significant level of positive
cultural contribution, but it was also identified that it may also present some challenges for staff whose
cultural beliefs and attitudes regarding death and dying could possibly impact their work. It was felt that
greater understanding and the ability to support staff to manage any issues that may arise during their work
would be beneficial.

Workforce data

Whilst general palliative care and healthcare workforce data is available, comprehensive data on the diverse
workforce supporting at-home palliative care in the Brisbane South PHN region is a current gap.

Australia
The Brisbane South PHN Health Needs Assessment 2021-20245 details general healthcare services from a
palliative care perspective, across Australia in 2018 as follows:

e 271 palliative care physicians and 3,528 palliative care nurses were employed, equating to 1.0 and 12.2
full-time equivalent FTE per 100,000 persons respectively.

e Between 2013 and 2018, there was a 48% increase in the number of employed palliative care physicians
and an 8.1% increase in the number of employed palliative care nurses across the country (AIHW 2021).

e 1in 130 employed medical specialists were palliative medicine physicians and 1 in 95 employed nurses
were palliative care nurses (AIHW 2021).

e Nearly three quarters (70%) of employed palliative medicine physicians worked in a hospital setting,
compared to 52% of employed palliative care nurses (AIHW 2021).

Queensland

In September 2021 there were 265.61 permanent full-time equivalent health professionals and supporting
staff dedicated to delivery specialist palliative care in Queensland Health.”

This included:
e 66.30 FTE dedicated specialist palliative care medical practitioners
e 140.03 FTE specialist palliative care nurses

e 33.14 FTE specialist palliative care allied health practitioners including social workers, psychologists,
occupational therapists, pharmacists and bereavement counsellors.

e 1.0 FTE Aboriginal and Torres Strait Islander specialist palliative care health-worker
e 25.14 FTE palliative care administration team members

Brisbane South PHN region

Following is the available primary care workforce data for Brisbane South PHN regionz:

e 339 GP clinics (including 7 Aboriginal and Torres — 1,445 General
Strait Islander Health Services) Practitioners
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634 nurses in general

practice
980 nurses and midwives in primary care
247 pharmacies — 762 Pharmacists
872 allied health services — 2,469 allied health
professionals

7 public hospitals
6 private hospitals

14 community health centres

Cultural, linguistic and other diversity considerations

This needs assessment has explicitly considered cultural, linguistic and other dimensions of diversity to
ensure that the planning and implementation of actions to improve at-home palliative care across the
Brisbane South PHN region is inclusive of, and equitable for all people across the region.

Priority populations

Priority populations, as articulated in the Brisbane South PHN Palliative Care Action Plan 2023-202518
include:

Aboriginal and Torres Strait Islander People

Culturally and linguistically diverse communities (particularly new migrants)
Lesbian, gay, bisexual, transgender and intersex (LGBTI) communities

People living with disability, including cognitive impairment such as dementia
People experiencing homelessness

People in long term institutional care

Older people who are frail

People living in rural and remote areas of the Brisbane south region.

Priority population data

Priority population data outlined in the Palliative Care in the Brisbane South PHN Region Current State
Report January 2025 (Brisbane South PHN)? is as follows:

Aboriginal and Torres Strait Islander people: Approximately 2.8% of the Brisbane South PHN region
population identify as Aboriginal and/or Torres Strait Islander. This proportion of First Nations peoples
was lower than the wider Queensland proportion of 4.6%.

Culturally and linguistically diverse people: The Brisbane South PHN region is home to a high proportion
of people from multicultural backgrounds, with people born overseas making up 32% of the population by
comparison to 23% across the state of Queensland. Further, over one-third (34%) of Queensland’s total
population of people born overseas reside in the Brisbane south region (QGSO 2022a). Approximately
21% of Brisbane south’s residents were born overseas in non-English speaking background countries and
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24% speak a language other than English at home. These rates are significantly higher than those
exhibited across Queensland (QGSO 2022a).

People with disability: Approximately 5.6% of Brisbane south’s residents live with disability, with 50,000
people requiring assistance for a profound or severe disability.

People experiencing mental illness: In 2020 - 2022, of the 4.0 million people aged 16-85 years in
Queensland, 45.2% or 1.8 million people had a lifetime mental disorder:

23.7% (954,400 people) had a 12-month mental disorder
19.2% had a 12-month anxiety disorder

8.6% had a 12-month affective disorder

3.2% had a 12-month substance use disorder.

o O O O

People experiencing homelessness: Brisbane Zero estimates there are 471 individuals and 396 families
who are currently experiencing homelessness in Brisbane. Logan Zero has identified 395 people who are
currently experiencing homelessness.

Incarcerated people: There are 12 high security and 7 low security correctional facilities in Queensland.

Lesbian, gay, bisexual, transsexual, queer, intersex, asexual (LGBTIQIA+): 11% of the Australian
population identify as the LGBTQIA+ community. There is no data available particular to Brisbane South
PHN, however it is estimated 120,000 people in the region belong to the community based on the overall
percentage.

Refugees: Each year, a large proportion of refugees settle in the Brisbane and Logan LGA, with Brisbane
south having the highest refugee settlement in Queensland.

Priority population needs

Data from the Exploratory Analysis of Barriers to Palliative Care Summary Policy Paper 201923 indicated that
the needs of priority populations mirror those of the general population when it comes to palliative care but
are magnified. These needs include:

Increased comfort in discussing death and dying
Greater awareness and understanding of palliative care
Provision of information and communication
Confidence in services and service providers ability

Financial support to access

The table below outlines needs from a range of perspectives:

NEEDS

INDIVIDUALS, FAMILIES AND HEALTH AND SOCIAL CARE SPECIALIST PALLIATIVE CARE
COMMUNITY NEEDS PROVIDER NEEDS PROVIDER NEEDS

Increased comfort with discussing Increased comfort with discussing Increased comfort with discussing
death and dying generally (more death and dying (in general and with  death and dying (in general and with
relevant for some than others) members of priority populations) members of priority populations)
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Greater awareness and understanding of palliative care

Broad understanding of priority population groups without stereotyping

Early identification of an individual’s
need and initiation of palliative care
discussions and delivery (either
directly or via referral)

Increased capacity to provide or
support palliative care (including
knowledge of the options and
supports available)

Appropriate information provision Support to communicate effectively and appropriately with individuals from
and communication (e.g. at point of priority populations

diagnosis and/or palliative care need

and throughout service delivery)

Confidence in services’ and service Ability and willingness to provide flexible, appropriate person-centred
providers’ ability to provide palliative care

acceptance and appropriate palliative

care

Financial support to access Appropriate remuneration/funding models to support person-centred care
appropriate palliative care (e.g. provision

community supports)

Table drawn from Exploratory Analysis of Barriers to Palliative Care %3

Stakeholder and carer consultation identified that when providing at-home palliative care for First Nations
peoples and culturally and linguistically diverse people the importance of not making generalisations and
assumptions was crucial. Consultation participants were clear that there is a need to understand the cultural
and spiritual preferences and choices of each individual receiving care and their carers and family.

[t was also identified by consultation participants that the Brisbane south region has the largest culturally and
linguistically diverse (CALD) community in Queensland and that there are cultural differences that are
important to be aware of when providing at-home palliative care. It was generally agreed that there may be
some cultural safety gaps across the continuum of care and that more education is required for the healthcare
workforce on cultural palliative care practices, especially post-care practices for the deceased.

“We still have more work to do with First Nations peoples, and I think that’s more about trust. We need
Aboriginal registered nurses and registered doctors and counsellors so, it’s not like this expert comes in, because
that’s an issue in itself culturally.” Clinician?*

Metro South Health (MSH) Palliative Care Service identified that they have a 1.0 FTE Aboriginal Health
Worker position as part of their palliative care multidisciplinary team (identified earlier in this report within
the workforce data). The purpose of this role is to enable the provision of culturally and spiritually safe and
responsive palliative care to First Nations patients, carers and families by building capacity within the existing
palliative care service team members and engaging with patients, carers and families who use the service.
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Carers felt that the ability to have in-language discussions was incredibly helpful, particularly for older people
and those for whom English is a second language. It was felt that in-language discussions enabled trust and
connection more rapidly and allowed for more nuanced explanations and increased patient comprehension.
Carers identified that interpreters are not always used by healthcare staff.

In addition, the intersection between faith-based decision making by patients and carers and palliative care
service requirements can often be difficult to navigate. The importance of healthcare providers working with
community cultural, spiritual and faith leaders was emphasised by carers, as this supported patients in their
spiritual needs, but also could help build the understanding of clinicians regarding patient choices and
support clearer communication.

“What I ended up doing was actually calling one of the ministers, and it had to be an older minister because, my
dad, he's very cultural as well. So the hierarchy is really important.” Because, yeah, just the older minister had a
had a better way of you know, knowing how to bring these kinds of conversations forward and yeah, just kind of
caring for him spiritually, which is what I realise yeah, going through it all, it's because he didn't have that
spiritual care as well, kind of alongside him.” Carer*

Priority population access barriers

Access barriers experienced by priority populations can be considered in a consumer and service side
framework.23

e Consumer-side barriers relate to individuals, families and communities.

e Service-side barriers relate to health professionals, services providers, other organisations and the
healthcare system more broadly.

e Many priority populations also experience difficulties in achieving the fundamental pre-requisites for
health, and experience access inequalities in general.

e Similarly to the needs sub-section above, these barriers are generally relevant to all populations but
magnified for priority populations.

ACCESS BARRIERS

CONSUMER SIDE SERVICE SIDE

Lack of comfort discussing death and dying Lack of relevant cultural awareness/competency within
available services

Lack of understanding/awareness of palliative care Lack of healthcare worker skills/experience (in palliative
care and/or working with people from priority
population groups

Fear and mistrust (e.g. of western medicine, healthcare Lack of available services and support to facilitate dying

services, perceived authority) in setting of choice

History of trauma Referral issues (lack of or late referral to specialist
services)
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Social/family breakdown, isolation
Delayed diagnosis/presentation to healthcare services
Language and communication barriers
Mismatching cultural understandings and preferences
Fear/perception of stigma/discrimination/racism Actual stigma/discrimination/racism

Financial constraints Insufficient funding/funding model issues

Table drawn from Exploratory Analysis of Barriers to Palliative Care 23

Other diversity considerations raised during consultation include:

The lack of funded supports and services for people aged under 65 years. This was identified by the
majority of consultation participants as a significant issue.

People who do not have a regular general practitioner may face additional barriers to at-home palliative
care.

Older men were identified as experiencing complex grief and loss after losing their partner of 50 plus
years.

Concerns were raised about accessibility of at-home palliative care support for people with mental health
conditions and disability. It was identified by some consultation participants that barriers include access
to training for NDIS care providers on the provision of high quality palliative care for people with
disability, and that current funding mechanisms and staffing models do not support more registered
nurses in disability care to enable high quality, safe at-home palliative care to be provided to people with
disability.

Homeless people were identified as having significant barriers to receiving high quality palliative care
support delivered in a more flexible way that is designed to protect their safety and wellbeing, as well as
the ability to provide appropriate palliative care and pain relief to people with active alcohol and other
drug usage.

Generally, consultation participants identified people who experience low socio-economic circumstances
as having additional barriers to accessing adequate at-home palliative care as low SES often coexisted
with low health literacy and inability to ask questions, expect support and/or navigate the system.

“We work within a social model, and you need a social model to work with vulnerable populations because
it's not just healthcare, it’s the need to be able to navigate with the person. And that's how we can connect
sometimes. Because sometimes the person’s pain might be really pressing, and they want the nurse, but
they're not ready to talk about housing yet. But if you're going out with both of those skills (clinical and
social), you can quickly adapt and that helps you to build rapport. It's not blocking them out of another
service. It's bringing them in and OK, we can work on this or this, like whatever the most pressing thing is for
them.” Community service provider?*
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Community awareness and understanding of palliative care

Whilst the term palliative care is widely known and generally well understood,?5 the community’s depth of
understanding and desire to act requires further support. Key points reflecting community awareness and
general understanding, together with misconceptions and gaps drawn from the National Palliative Care
Community Survey 202225 and the Exploratory Analysis of Barriers to Palliative Care Summary Policy Paper
201923 are listed below:

General understanding
e The vast majority of Australians (92%) have heard of the term ‘palliative care’.

e Over three quarters of Australians (76%) would be likely to ask for palliative care for themselves or a
loved one if they had a serious, prolonged or terminal illness.

e The majority of people (88%) believe it's important to start thinking and talking about their wishes and
preferences for care.

e 73% of people understand that palliative care can be given alongside curative treatments.

e 92% of respondents support the World Health Organisation statement that palliative care is explicitly
recognised as a human right.

Misconceptions and gaps

e Asignificant and prevalent misconception is that palliative care is limited to care at the very end of life or
only when curative treatment has stopped.

e The concept of palliative care being about quality of life rather than end-of-life was not well understood by
priority population community members

e Despite understanding its importance, over half of Australians (56%) have not taken any action regarding
talking about or recording their end of life wishes.

e Over half of respondents (59%) were not aware that children up to 18 years of age can also receive
paediatric palliative care.

Despite acknowledging that palliative care and death are taboo subjects, and that there has been
improvement in people’s understanding about palliative care, the majority of people interviewed during this
needs assessment consultation identified a need to continue the work that has been done and ‘get out into the
community’ and keep talking about Advance Care Planning, palliative care, end-of-life care, what support is
available, and provide more information on supports such as Pal Assist and Carers Queensland. There was
also agreement by consultation participants on the benefit of the work of ‘Compassionate Communities’,
particularly the work done directly with community members, rather than service providers. Resource
allocation to a community engagement function was identified as important, particularly around engagement
with culturally and linguistically diverse communities.

Death literacy impacts people’s ability to navigate and make choices around end of life. In 2020, the death
literacy of the region was measured by Brisbane South PHN with The Groundswell Project and Western
Sydney University.2 Results indicated:
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e Personal experience was the most referenced source of knowledge on death and dying. The lowest Death
Literacy Index (DLI) score was for factual knowledge about end of life, but this was still statistically higher
than the Australian average.

e The practical knowledge (talking about and being hands on) was statistically higher than the Australian
average, as was the overall DLI score of 75.

Although the results indicate a death literacy at a higher level than the national average, the rates allow room
for significant improvement in all areas. 2 Consultation undertaken in late 2025 as part of this needs
assessment indicates that stakeholders believe death literacy to be low across the region.24

“I guess I've been in palliative care now for over 20 years and I've absolutely seen a difference in community
awareness of palliative care. So, I think we just have to keep going in that direction and this stuffis, you know, it's
exponential. You know, a few people tell other people and yes. It is the same with all the end-of-life choices,
including VAD (voluntary assisted dying) and as people get more health literate, they've got a better capacity to
make choices about what they want to do, where they want to go.” Tertiary clinician*

“I'd say that we probably still have confusion in the public discourse around palliative care, between palliative
care and terminal care or end-of-life care. So those terms, those pieces of language do have a bit of an overlap.”
Tertiary clinician?*

It was generally agreed by consultation participants that greater community awareness, via education for
patients, carers and family members on pain management and other aspects of palliative care, would be
beneficial. Additionally, greater understanding of ‘last aid’ would make it a lot easier for carers and families.
(Last aid is a course for community to improve skills in supporting those facing dying, death, or grief, covering
dying, planning, relieving suffering, and goodbyes delivered by Palliative Care Queensland).

“We didn’t understand the conditions of palliative care, so you know, when they came to him in hospital to ask
him, like my dad just answered the questions as his preferences, but he didn’t know those answers would impact
his palliative care. We didn’t find that out until he really needed more pain relief and they (the palliative care
team) didn’t come.” Carer2*

“There’s a need for community engagement with diverse communities across the region, reaching out and talking
about Advance Care Planning and palliative care.” Clinician?*

However, it was noted during consultation that people who experience disadvantage, vulnerability and
marginalisation often have low awareness of palliative care and how to access support. In addition, many
people in this group have often had trauma and poor experiences with traditional healthcare services.

“We need a continued re-envisioning of how we're going to talk about that stuff and who and where the people
are who wouldn't have talked about it in the past.” Clinician?*
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Further review of priority population awareness, advance care planning data and death literacy data for the
region should inform community engagement and education activities.

Coordination between primary, community, and specialist services

At-home palliative care is enabled by knowledge sharing and built upon coordinated care planning,
multidisciplinary teams and a commitment to accessibly and continuous support. The PalliAGED evidence
centre?6 identifies the following care coordination elements:

e (Care coordination integrates healthcare providers to ensure older people receive continuous, person-
centred care, especially those with complex needs.

e Effective communication and shared care plans prevent care gaps, reduce unnecessary hospital visits and
improve transitions between care settings.

e A dedicated care coordinator, such as a senior nurse or case manager acts as a key contact, easing stress
for older people and families while improving continuity of care.

e Well organised multidisciplinary teamwork, involving doctors, nurses, allied health professionals and care
workers, ensures diverse needs are met.

e Technology, telehealth and proactive planning support better coordination, reducing hospital visits and
improving timely care.

The majority of service providers and system partners consulted indicated that the most important area for
improving coordination between primary, community and specialists is a universal information management
system that supports consistent digital communication so that all of the care team have access to current
information and the care team can contribute and communicate with each other in real time. Feedback
identified this as a crucial element of coordinated care for at-home palliative care patients and a barrier to
responsive MDT care - a gap that has not yet been solved. Some participants suggested My Health Record be
used as a starting point and others felt that My Health Record was not suitable for what is required.

Due to at-home palliative care requiring multi-disciplinary care teams who are often from multiple
organisations, a region wide care coordination information and communication system is crucial to enable
well-coordinated care for people receiving at-home palliative care.

“The thing that’s missing is the universal information management system, you know, because you can’t help but
have silos otherwise. People try to make sure that communication flows, but it’s really hard, especially when
you're task focused. So, I think that’s the standout issue there.” Tertiary clinician*

“So, one of the big gaps I think is how do we communicate the ending or the transition of care? We need to be
able to exchange information rapidly - a two-way exchange of information between care partners and be able to
do that in way that isn’t stuck in the 90s with fax machines and insecure email communication. We have the
technology to do it; we just have to decide to do it.” Clinician?*

Service providers and carers indicated that the development of a shared plan between the hospital, GP, other
care team members and the patient, carers and family was highly desirable. This would allow greater clarity
and understanding for all, and carers felt that this would support the building of relationship between
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specialists and families, as their current experience is that the GP provides far more relational care than the
hospital staff.

“It's the hands-on care that you need, and it's also the having the cups of tea. It's reassuring the carers that they
can do this. It's reducing fear in patients. It's making sure that the medications are there. It's organising, helping
to organise the appointments. It's all of those things which people under incredible stress just can't pay attention
to.” Tertiary clinician?*

Service providers, system partners and carers identified coordination and referral acceptance issues
experienced by patients and general practitioners connected to what appears to be a tertiary capacity issue,
but the cause of these issues should be investigated further. There is general agreement from stakeholders on
the benefit of early identification and referral of palliative care for patients. However, general practitioners
identified that these early referrals are often not accepted as the palliative care service appears to only accept
patients who are closer to end-of-life. The result of this is that when at-home palliative care patients, being
managed by general practitioners in the community, who are not registered with the palliative care service
(referral not accepted) experience deterioration or an illness of some kind they are unable to be admitted
directly to a palliative care bed. They must call Queensland Ambulance Service (QAS) and wait for the
ambulance to transport them to the Emergency Department (ED) and then wait in ED to be seen. Feedback
suggests these wait times can be up to 10 hours for the ambulance and then a further significant wait time in
ED. This can occur multiple times throughout the palliative phase of care and carers identified this as source
of distress for patients, carers and family members.

RACH are considered ‘home’ by the majority of residents. Consultation indicated that patients residing in
RACH who deteriorate are also sent to ED via ambulance and feedback indicated that they may be returned
via ambulance to the RACH having been sedated in ED and without a care plan. Improved coordination
between the ED discharge process, QAS and the RACH could be implemented via a shared plan that details
interventions (or decisions not to intervene), medications administered and a plan for management and care
by the RACH upon return. Whilst consultation indicated that all RACH operate differently, RACH consulted
indicated that this care planning does not occur for them and that this would make a significant improvement
in the coordination of care for their residents.

Stakeholders identified that experiences of fragmented, uncoordinated care by patients, carers and family,
especially for complex care cases was often due to insufficient time available for collaboration between
primary care providers and palliative care specialists. Consultation suggest that the workforce is ‘stretched’
and general practice are often not remunerated or not remunerated appropriately for many elements of
palliative care work.

“I mean the issue often with team care arrangements has been that someone gets referred but those people don’t
really talk to each other (communication is unfunded and there is no mechanism) so everyone’s operating in a
silo and there’s no real shared approach to that particular person. So, if there’s a way of actually getting a
common plan and roles and responsibilities of who looks after what, and that would obviously need to be
regularly updated depending on progress. Everyone needs to be in the loop including the patient and their
family.” General Practitioner?*
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Some consultation participants identified the need for a connector, care coordinator or navigator role, but
were clear in their feedback that this must not be a stand-alone role, it must be performed by someone
engaged in patient care. It was suggested that this role might be allocated to primary care, or embedded
within other services, however at present, this care coordination function is unclear and unfunded. End of life
death doulas are emerging in Australia, and it was suggested by one consultation participant that they would
perform this coordination role well ensuring reach and connection into the tertiary, secondary and primary
care services whilst also supporting the patient, carer and their family to navigate some of the spiritual and
emotional elements of their journey. This connector/coordinator role should also be able to ensure continuity
and support changing care needs in response to changing patient circumstances.

It would be beneficial to better understand the composition of an optimal multi-disciplinary team for at-home
care and how this team would function collaboratively given the wide range of care provider types and the
involvement of multiple organisations.

“Each person I think should have a case manager. The question of navigators is problematic when in theory, yes,
but I don't think they should be another subgroup introduced here into the team. Now whether that comes out of
the GP surgery, whether that comes out of the specialist palliative care service, whether it comes from the
domiciliary nurses, I don't know, but each person needs a single point of contact for care and I think that would
go some ways to improving the actual caring at home, but I don’t think those navigators should be isolated.”
Tertiary clinician?*

Alongside coordination, the importance of clinical governance clarity was raised. With at-home palliative care,
people are seeing a range of care providers from multiple organisations, therefore clarity of clinical
governance, and of roles and responsibilities is required together with appropriate clinical governance
mechanisms.

Other coordination issues identified during consultation include:

e Well-coordinated at-home palliative care should be built on person-centred care principles. However,
current funding and organisational processes for the majority of healthcare and home care providers are
built on task-based care, and that once this occurs; the patient is no longer the centre of care.

e Gaps were identified in terms of access to the specialist palliative care team, particularly after hours.
Participants identified a phone service and the ability to dispatch an NGO domiciliary nurse if required,
however, access to the specialist team is during the day.

e The lack of funding and availability of respite care for patients and/or the carers and family was identified
by interview participants as was the lack of a hospice in the Brisbane south region meant that the patient
could experience a fragmented journey between at-home and hospital-based care. Carer feedback
confirmed this fragmented experience.

e There is a need to build generalist palliative care capability across the health and home care system in
order to maximise quality of life for people receiving at-home palliative care, not necessarily just in the
last days or weeks of their life.
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Brisbane South PHN Palliative Care Action Plan 2023-2025

Brisbane South PHN developed a Palliative Care Action Plan for the three year period spanning 2023-2025,
with the vision that people affected by life-limiting illnesses in communities across Brisbane south get the

care they need to live well.

The guiding principles of this action plan are:

Palliative care is person-centred care

Death is a part of life

Carers are valued and receive the care they need
Care is accessible

Everyone has a role to play in palliative care
Care is high quality and evidence based

Priority areas for action include:

Increasing death literacy and understanding of dying well in priority communities across Brisbane
south.

Improving the accessibility and equity of palliative care services and supports

Strengthening the delivery of palliative care to be holistic, effective, high-quality and responsive to
people’s needs.

Supporting a capable palliative care workforce, particularly primary health and aged care services.
Building an integrated, informed palliative care system.

Priority communities are:

Aboriginal and Torres Strait Islander people

Culturally and linguistically diverse (CALD) communities, particularly new migrants
Lesbian, gay, bisexual, transgender and intersex (LGBTI) communities

People living with disability, including cognitive impairment such as dementia
People experiencing homelessness

People in long-term institutional care

Older people who are frail

People living in rural and remote areas of the Brisbane south region.

Progress update

A significant level of work has been undertaken by Brisbane South PHN to progress the vision and implement
the priority action areas. Three major projects have been undertaken which are outlined in more depth
earlier in this report. These are:

1. Palliative Care Shared Care Project - working with the Brisbane South Palliative Care Collaborative

(BSPCC) to implement a multidisciplinary team (MDT) shared care model primary and tertiary care,
to increase the amount and quality of palliative care delivered at-home. This project also aims to
increase capability of GPs to provide home-based palliative care. Project delivery timeframe is May
2023 to June 2026.

Greater Choice for At-Home Palliative Care Education for General Practice - Pilot - involving the
delivery of educational sessions to General Practitioners to improve knowledge, confidence and skills
regarding individualised palliative and end-of-life care including discussions of voluntary assisted
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dying and advance care planning. The project was designed for delivery in three stages with stages 1
and 2 completed and stage 3 currently being delivered.
It should be noted that VAD service delivery is not funded under GCfAHPC and this pilot did not include
delivery of VAD services, remuneration of VAD practitioners, nor did it support state or territory VAD

practitioner training.

3. Residential Aged Care Home Workforce Education Project - Development of a RACH management
network to reduce professional isolation and improve adoption of best practice through education

and knowledge sharing (programs, tools and people) to ultimately improve quality and safety of aged
care for residents in the Brisbane south region.

Actions taken

Actions have been taken against the following priorities and action areas of the Palliative Care Action Plan

2023-2025:

Priority

2: Improving the
accessibility and equity of
palliative care services
and supports.

Action

1.1

1.2

1.3

1.4

1.5

1.6

2.1

2.2

2.3

2.4

Promote uptake of relevant statewide and national
initiatives and programs

Promote uptake of advance care planning in aged care
services

Support primary care services to routinely engage in
advance care planning

Engage with our priority communities to understand and
address barriers to palliative and end of life care

Explore models and frameworks for community-led end-of-
life care

Partner with stakeholders to increase the confidence and
ability of community members to care for each other at the
end of life

Promote earlier access to palliative care services for people
diagnosed with a life-limiting illness and their carers and
loved ones, particularly for our priority communities

Engage with Aboriginal Community-Controlled services to
support their role in delivering palliative care for First
Nations communities

Explore options for streamlined access to urgent care for
acutely unwell palliative patients

Develop a coordinated approach to promoting and
navigating locally available palliative care services and
supports

Action
taken

DN N N N N

AN
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3: Strengthening the
delivery of palliative care
to be holistic, effective,
high-quality and
responsive to people’s
needs.

4: Supporting a capable
palliative care workforce,
particularly in primary
health and aged care
services.

5: Building an integrated,
informed palliative care
system.

2.5

3.1

3.2

3.3

3.4

4.1

4.2

4.3

4.4

4.5

4.6
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5.2

5.3

5.4

Scope models of in-home palliative care to improve access,
particularly telehealth virtual care

Delivery continuous quality improvement (CQI) activities in
the general practice setting around the provision of
palliative and end-of-life care

Apply learnings and extend the reach of the General
Practice Nurse enhancement model

Support more culturally appropriate and responsive
palliative care for First Nations and culturally and
linguistically diverse communities

Scop innovative models of palliative care that provide more
holistic, coordinated and integrated support

Continue to maintain an agreed palliative pathway
resource through SpotOnHealth, HealthPathways

Promote existing education and training resources

Develop a palliative care workforce development plan

Partner with system stakeholders to ensure voluntary
assisted dying communications and strategies are locally
aligned and are relevant to support the primary care
workforce

Partner with specialist palliative care services to build the
capacity of generalist palliative care providers

Develop partnerships that facilitate clinical workforce
placements

Engage PHN-led governance mechanisms to drive system
collaboration outcomes

Explore opportunities to improve pharmacological
management and access to medication for palliative care
patients

Collaboratively develop and improve local palliative care
pathways

Establish a Palliative Care Community of Practice in
Brisbane south
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Outcomes

The outcomes of the actions mentioned below were sourced from a range of key performance indicators
(KPIs) and associated metrics collected throughout the project reporting period and include:

Project 1 - Palliative Care Shared Care Project

Increased knowledge, awareness and confidence levels for participating General Practitioners
Increased Greater General Practitioner awareness of palliative care planning and the choices available
for patients/carers

Increased General Practitioner confidence and competence in the provision of palliative care
information

Improved palliative care sector collaboration

Stronger relationships between tertiary and primary care palliative care providers

Increase in timely access and referrals to MSH Palliative care service

Increase in carers and families having optimal knowledge of what to expect and feeling better
prepared for the death of a family member

Increased consistency in palliative care pathways for patients.

Improved patient or carer experiences with dealing with the health system

Improvement in providers working together to facilitate quality and safe palliative care for patients.
Improvement in appropriate use of acute care services for palliative care patients.

Greater continuity of care across different care settings

Improved collection, monitoring and reporting of palliative care data.

More General Practitioners facilitating and delivering palliative care in primary care

More patients dying in their place of choice

More patients/carers palliative care choices and preferences being met.

Reduction in unnecessary/unwanted hospitalisations for at-home palliative care patients

Project 2 - Greater Choice for At-Home Palliative Care Education for General Practice - Pilot

Increased awareness of community-based, palliative, and contemporary to end-of-life practice
General Practitioners upskilled in quality, community-based, palliative, and contemporary to end-of-
life practice

Improved consumer access to the at-home palliative care

Improved coordination between consumers and health services

Increase in patients/families/carers having greater reassurance that their end of life plans can be met

Project 3 - Residential Aged Care Home Workforce Education Project

Reduction in perceived professional isolation in participating RACH management
Increased knowledge in RACH managers of the local health system and supports available
RACH staff feel supported to implement evidence-based best practice

Increased culture of quality improvement in RACHs

Increased ability for residents to die in their setting choice in accordance with their wishes.
Increased quality and safety of aged care system for Brisbane south residents
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Appendix 1 - National, State and local palliative care projects

Brisbane South PHN collaborate with, where appropriate, and draw on the work of national, state and local
palliative care projects to support the range of strategic and operational activities undertaken within the
Brisbane south region. These projects include:

e Advance Care Planning Australia

CarerHelp

e CareSearch - Palliative Care Knowledge Network

e caring@home - Symptom management for palliative patients
e Comprehensive Palliative Care in Aged Care measure

e End of Life Direction for Aged Care (ELDAC)

e End of Life Essentials - education for acute hospitals

e End of Life Law for Clinicians (ELLC)

e Greater Choice for At-Home Palliative Care Program

e Gwandalan National Palliative Care Project - education and training to support cultural safety within
palliative care services

e Improving palliative care services for people with an intellectual disability
e Indigenous Program of Experience in the Palliative Approach (IPEPA)
e LGBTIQ+ Health Australia

e palliAGED - palliative care aged care evidence

e Palliative Aged Care Outcomes Program (PACOP)

o Palliative Care Australia

e Palliative care curriculum for undergraduates (PCC4U)

e Palliative care in Australian prisons

o Palliative Care Outcomes Collaboration (PCOC)

e Palliative Care Pharmacist Foundation Training Program

e Palliative Care Project Echo

e Palliative Care Service Navigation Pilot

e Program of Experience in the Palliative Approach (PEPA)

e Quality of Care Collaborative - Australia (QuoCCA)

e Shaping the Future of Paediatric Palliative Care

e Talking End of Life - with people with intellectual disability (TEL)

e The Advance Project

e The National Palliative Care Coordination Program
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Appendix 2 - Service mapping - Brisbane south region

PATIENT, CARER AND FAMILY PALLIATIVE CARE

SUPPORT

PALASSIST Emotional Care
PAEDIATRIC PALLIATIVE CARE Information Only
PALLIATIVE CARE QLD Information and Support
PALLIATIVE CARE AUSTRALIA Information Only

ADVANCE CARE PLANNING AUSTRALIA
STATEWIDE OFFICE OF ADVANCE CARE PLANNING

SUPPORT FOR CARERS AND CONSUMERS

Information and Support

Information and Support

CARER HELP (GUIDE TO END-OF-LIFE CARE)

BOWEL CANCER AUSTRALIA

BRAIN TUMOUR ALLIANCE AUSTRALIA

BREAST CANCER NETWORK AUSTRALIA

BRISBANE SOUTH MEN'S SHED

CANCER COUNCIL HELPLINE (CANCER COUNCIL QLD)

CARER GATEWAY
CARING@HOME
CARER HELP (GUIDE TO END-OF-LIFE CARE)

CARERS FINANCIAL SUPPORT (QLD GOVERNMENT)
CARERS QLD

CARESEARCH
DEMENTIA ADVICE LINE (ALZHEIMERS QLD)

DEMENTIA SUPPORT AUSTRALIA
NATIONAL DEMENTIA HELPLINE (DEMENTIA AUSTRALIA)
HEALTH CONSUMERS QLD

HEART FOUNDATION

KIDNEY HEALTH AUSTRALIA

LEUKAEMIA FOUNDATION

LUNG FOUNDATION INFORMATION & SUPPORT CENTRE

MANAGING AFFAIRS AFTER DEATH
MELANOMA PATIENTS AUSTRALIA

MND QLD INFO LINE

MY COMMUNITY DIRECTORY
NATIONAL HEALTH SERVICE DIRECTORY

NEUROASSIST LINE (MS QLD)

OFFICE OF THE PUBLIC GUARDIAN

ONE PLACE COMMUNITY SERVICES

OUR MOB AND CANCER

PROSTATE CANCER FOUNDATION AUSTRALIA

RARE CANCERS AUSTRALIA
RELATIONSHIPS AUSTRALIA (ELDER ABUSE PREVENTION)

SALVOS CONNECT
13 HEALTH

Navigation support
Information and Support
Information and Support
Information and Support
Other

Information and Support
Carer support

Carer support/ medical care

Navigation support
Information Only
Carer support

Information Only
Dementia specific care

Dementia specific care
Dementia specific care
Information Only

Information and Support
Information and Support
Information and Support
Information and Support

Information Only
Information and Support

Information and Support

Information Only
Information Only

Information and Support

Information Only
Information Only
Information and Support

Information and Support

Information and Support; Emotional Care

Financial Support
Information and Support
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COMMUNITY BASED CARE

MEALS ON WHEELS QLD

CAPALABA DISTRICT MEALS ON WHEELS INC

CHILDRENS HEALTH QLD

CLEVELAND DISTRICT MEALS ON WHEELS ASSOCIATION INC
COMMUNIFY QLD

CORINDA COMMUNITY HEALTH CENTRE
CROSBY PARK MEALS ON WHEELS INC (ALBION)
HOME CARING - BRISBANE

HOME CARING - LOGAN

DOVIDA

LOGAN CENTRAL MEALS ON WHEELS INC
MEALS ON WHEELS

MEALS ON WHEELS ST LUCIA

METRO SOUTH PALLIATIVE CARE SERVICE (MSPCS)
REDLAND BAY MEALS ON WHEELS ASSOCIATION INC (VICTORIA
POINT)

FIRST NATIONS PEOPLE

Practical Support

Practical Support
Medical care
Practical Support
Community Care
Medical care
Practical Support
Practical Support
Practical Support
Medical care: respite
Practical Support
Practical Support
Practical Support

Medical Care

Practical Support

OUR MOB AND CANCER
AUSTRALIAN INDIGENOUS HEALTHINFONET

SOUTHERN QUEENSLAND CENTRE OF EXCELLENCE IN ABORIGINAL
AND TORRES STRAIT ISLANDER PRIMARY HEALTH CARE

AGED CARE

Information Only

Information Only

Medical Care

MY AGED CARE
OLDER PERSONS ADVACACY NETWORK

RESIDENTIAL AGED CARE END OF LIFE CARE PATHWAY (RAC EOLCP)

COUNCIL OF THE AGEING (COTA QLD)

Navigation support

‘ Information and Support
" Information and Support

Information and Support

MENTAL HEALTH SUPPORT

BEYOND BLUE \ Information and Support
BLACK DOG INSTITUTE ‘ Information and Support
MENSLINE ‘ Information and Support
CRISIS SUPPORT

LIFELINE

‘ Emotional Care
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GRIEF AND BEREAVEMENT

AUSTRALIAN CENTRE FOR GRIEF AND BEREAVEMENT

BLUE CARE - BRISBANE BEREAVEMENT SUPPORT SERVICES
CORONIAL COUNSELLING SERVICE
GRIEF AND BEREAVEMENT SUPPORT - BRISBANE

GRIEFLINE

SOLACE

STANDBY - SUPPORT AFTER SUICIDE

THE COMPASSIONATE FRIENDS QUEENSLAND INC

WORKFORCE INFORMATION AND SUPPORT

Bereavement Care

Emotional Care
Information and Support

Emotional Care
Emotional Care
Emotional Care

Emotional Care

Emotional Care

CARING@HOME

END OF LIFE DIRECTIONS FOR AGED CARE (ELDAC)
PAEDIATRIC PALLIATIVE CARE

PALLCONSULT

PEPA/ IPEPA

Workforce support
Workforce support
Workforce support
Workforce support

Workforce support
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Appendix 3 - Consultation participants

System partners

Service providers

Carers/family

End of Life Directions for Aged Care (ELDAC), Queensland University of
Technology

Comprehensive Aged Residents Emergency and Partners in Assessment Care
and Treatment (CARE-PACT), Metro South Health

Program of Experience in the Palliative Approach (PEPA)
Brisbane South PHN Clinical Advisor
Brisbane South Palliative Care Service, Metro South Health

Metro South Health Palliative Care Service, Grief and Loss Counselling, Metro
South Health

Metro South Health Palliative Care Specialist
Palliative Care Shared Care Project, Metro South Health

Queensland Voluntary Assisted Dying (QVAD), operated by Metro South
Health

St Vincents Private Hospital Palliative Care Team

End of Life Transitions, Death Doulas

Micah Projects

caring@home - Department of Health, Disability and Ageing national project
General Practice Manager

General Practitioner

Disability Service provider

Aboriginal and Torres Strait Islander Health Service, Residential Aged Care
Home

Carer and family member from priority population group

Carer and family member
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https://www.aihw.gov.au/reports/palliative-care-services/palliative-care-services-in-australia/contents/overview
https://www.health.gov.au/sites/default/files/documents/2021/07/primary-health-networks-phns-needs-assessment-policy-guide_0.pdf
https://bsphn.org.au/documents/2024-brisbane-south-joint-regional-needs-assessment-final-report-v2.pdf
https://bsphn.org.au/documents/publication_brisbane-south-phn_health-needs-assessment-2021-24.pdf
https://beaconstrategiesnet.sharepoint.com/sites/ProjectsMitchBernadette/Shared%20Documents/Project%20—%20BSPHN%20Palliative%20Care%20Needs%20Assessment/5%20—%20triangulation%20and%20needs%20assessment%20report/ww.health.qld.gov.au/clinical-practice/guidelines-procedures/voluntary-assisted-dying
https://www.health.qld.gov.au/__data/assets/pdf_file/0026/1183544/palliative-care-strategy-queensland-health.pdf
https://www.aihw.gov.au/reports/palliative-care-services/palliative-care-older-people-aged-care/contents/receipt-of-specialist-palliative-care
https://www.health.gov.au/sites/default/files/documents/2020/01/exploratory-analysis-of-barriers-to-palliative-care-summary-policy-paper.pdf
https://www.legislation.qld.gov.au/view/html/asmade/act-2021-017
https://www.caringathomeproject.com.au/resources/prompts-for-end-of-life-planning-pelp-framework
https://www.aihw.gov.au/reports/palliative-care-services/health-service-use-people-life-limiting-conditions/contents/chapter-3-receipt-of-specialist-palliative-care/chapter-3-receipt-of-specialist-palliative-care
https://www.aihw.gov.au/reports/palliative-care-services/health-service-use-people-life-limiting-conditions/contents/chapter-3-receipt-of-specialist-palliative-care/chapter-3-receipt-of-specialist-palliative-care
https://www.anzspm.org.au/common/Uploaded%20files/Resources/PalliativeCare-Roadmap-2022-27_FINAL_22222.pdf
https://www.mycommunitydirectory.com.au/Queensland/Brisbane/Information___Counselling/Loss___Grief_Support_Services___Counselling/56391/187330/Coronial_Counselling_Service
https://www.aihw.gov.au/reports-data/health-welfare-services/palliative-care-services/overview
https://www.health.gov.au/our-work/support-at-home
https://www.health.gov.au/our-work/support-at-home
https://beaconstrategiesnet.sharepoint.com/sites/ProjectsMitchBernadette/Shared%20Documents/Project%20—%20BSPHN%20Palliative%20Care%20Needs%20Assessment/5%20—%20triangulation%20and%20needs%20assessment%20report/Brisbane%20South%20PHN%20Palliative%20Care%20Action%20Plan%202023-2025
https://pmc.ncbi.nlm.nih.gov/articles/PMC4939056/
https://pmc.ncbi.nlm.nih.gov/articles/PMC4939056/
https://www.abs.gov.au/statistics/research/classifying-place-death-australian-mortality-statistics
https://www.health.gov.au/sites/default/files/2025-09/evaluation-of-the-greater-choice-for-at-home-palliative-care-program-baseline-report-march-2025.pdf
https://www.abs.gov.au/statistics/people/people-and-communities/socio-economic-indexes-areas-seifa-australia/2021?language=en
https://bsphn.org.au/documents/mymedicare/2023_04_13_palliativecare_actionplan_2023_01.pdf
https://bsphn.org.au/documents/mymedicare/2023_04_13_palliativecare_actionplan_2023_01.pdf
https://palliativecare.org.au/campaign/national-palliative-care-community-survey-2022/
https://www.palliaged.com.au/Evidence-Centre/Communication/Care-Coordination
https://www.aihw.gov.au/reports/palliative-care-services/palliative-care-services-in-australia/contents/phn-level-palliative-care-information

