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Executive Summary

Palliative care and the Greater Choice for At Home Palliative Care
Program

The Greater Choice for At Home Palliative Care (GCfAHPC) Program (the Program) has been
established “to improve awareness of local palliative care options and to coordinate and
facilitate access to palliative care services at home” and in the community.’

Launched as a pilot in May 2017 by the Department of Health, Disability and Ageing (DHDA),
the Program was introduced to drive coordination through the Primary Health Networks (PHNs)
with respect to how palliative care is provided at home and in the community. The Program
aims to enable people’s preference for palliative and end of life care (EOLC) at home and in
the community by enabling PHNs to undertake activities to meet the following four objectives:?

e Improve access to safe, quality palliative care at home and support EOLC systems and
services in primary health care and community care.

e Enable the right care, at the right time and in the right place, and reduce preventable
hospitalisations.

e Generate and use data to support continuous improvement of services across sectors.

e Use available technologies to provide flexible and responsive care, including care after
usual business hours.

In 2021-22, the Australian Government committed further funds to expand the Program to all
PHNs, nationally, for four years to 2024-25. As part of the expanded Program, PHNs are funded
to employ up to two full time equivalent (FTE) staff members to implement activities that are
targeted towards “increasing awareness, facilitating and coordinating access to safe, quality
palliative and EOLC at home.”® Funding may also be used to implement activities that follow
the Grant Opportunity Guidance, and in consultation with DHDA.

The Program is intended to lead to the following key outcomes:*

e Improved capacity and responsiveness of services to meet local needs and priorities.

e Improved patient access to quality palliative care services at home.

e Improved coordination of care for patients, across health care providers and integration
of palliative care services in their region.

'DHDA (2021). Primary Health Networks (PHN) Program Expansion of the Greater Choice for At Home Palliative
Care (GCfAHPC) Measure Grant Opportunity Guidelines.

2DHDA (2025). Greater Choice for At Home Palliative Care Program
sDHDA (2021). PHN Program Expansion of the GCfAHPC Measure Grant Opportunity Guidelines.
“DHDA (2021). PHN Program Expansion of the GCfAHPC Measure Grant Opportunity Guidelines.



National Evaluation of the Greater Choice for At Home Palliative Care Program

Evaluation of the GCfAHPC Program

With the expansion of the Program to all 31 PHNs,* a national evaluation was commissioned
(the Evaluation) to assess the impact of the Program on access to palliative care at home and in
the community, and to inform the future direction of the Program and palliative care policies.

The scope of the Evaluation includes three tranches of data collection, analysis and reporting:

1. Baseline (2023) - to identify PHN activities as part of the Program, and to establish a
baseline of key indicators that will be used as a comparator at Midpoint, and Endpoint, to
determine the impact of the Program in achieving outcomes.

2. Midpoint (2024) - to understand and analyse the progress of PHN activities since
Baseline; and provide up to ten detailed case studies that demonstrate early indicators of
value and/or outcomes.

3. Endpoint (2025) - to assess the impact of the Program in achieving intended outcomes,
and key insights to inform the future direction of the Program, and other palliative care
policies and initiatives.

Figure 1: Progress of the GCfAHPC Evaluation

= Current status of the GCfAHPC Evaluation
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The purpose of this report is to:

e Assess the progress of PHN activities, key challenges within these activities, and any
early outcomes achieved.
e Outline next steps for the GCfAHPC Evaluation.

Midpoint evaluation methodology

The methodology for the Midpoint Evaluation is aligned with the GCfAHPC Evaluation
Framework and focused on key findings from the following five activity streams (Figure 2).

s For the purposes of the GCfAHPC Evaluation Perth North, Perth South and Country Western Australia are co-
operating as the Western Australia Primary Health Alliance (WAPHA). As a result, when counting the number of
PHNs undertaking an activity, these three PHNs count as one entity (i.e. WAPHA). Otherwise, this report refers to 31
PHNs nationally.
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Figure 2: Categories of PHN activities

1. Workforce education and awareness

Workforce capability GP Quality Improvement RACHSs

2. Awareness in the community

Education and awareness (including Compassionate Communities)

3. Palliative care medicines

4. Priority populations

5. Coordination and integration

Service mapping and pathways Models of shared care

Data has been collected from the following sources:

e Documentation and information provided by DHDA.

e Core datasets and tools such as the Death Literacy Index (DLI) and PHN consultations
that apply and will be collected across all or a large proportion of PHNs.

e Supplementary datasets and tools that may apply or be collected by some PHNs,
depending on activities and local context.

e Five thematic focus groups and five workshops with PHNs, which investigated the
outcomes and progress of PHN activities across identified themes, as well as any issues
regarding implementation. Workshops were organised by activities of a similar nature
that were being undertaken by multiple PHNs.

Limitations and considerations

Midpoint Evaluation findings should be considered in the context of the following limitations:

¢ Limited consultations with PHNs: Timelines and scope limited the number of
consultations undertaken with PHNs, which were conducted via focus groups and
workshops.

e Sensitivity and specificity of datasets and tools: The duration of this evaluation
compared with the time it may take for PHN activities to demonstrate impact, and the
aggregated nature of datasets and tools, means that this Evaluation may not be able to
detect significant changes in data between the Baseline and Midpoint tranche of data
collection.

e Causality: There are several programs and policies nationally and within each
jurisdiction that may contribute to changes in palliative care outcomes and data across
PHNs, meaning any findings derived will be associative rather than causal in nature.

¢ Limited data availability: There is limited nationally consistent data examining
palliative care in Australia. Similarly, there is limited data available at the local system
level (i.e. Primary Health Area) or from local service providers.
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Summary of midpoint findings
Most PHN activities identified at Midpoint meet the needs of the PHN region, as identified in
key documents such as Health Needs Assessment and Healthy Ageing Strategies.

Workforce Education and Awareness

All 31 PHNs are implementing, or have already implemented, activities aimed at increasing
workforce education and awareness, through a total of 97 activities. The objectives of these
activities can be further broken down into three sub-categories (Figure 3):

Figure 3: Status of Workforce Education and Awareness activities at Midpoint

Workforce capability

a3 oc Residential Aged Care
e Homes (RACH) (22 activities)

Working with RACHs to support
workforce education and awareness
of palliative care and ACPs

(67 activities)

Activities designed to improve
workforce capability in palliative
care. Target workforces include GPs Working with GP practices on
and practice nurses, care Quality Improvement (Ql) activities
professionals, allied health service
providers, and paramedics.

The approaches used by PHNs as part of these activities include:

e Education and awareness events.

e Development of resources and toolkits.

e Communities of Practice, creating connections with experts, and community
champions.

Workforce Education and Awareness activities are demonstrating early indicators of impact
with participants in workforce education and awareness events reporting increased
knowledge, and intention to improve and change practice.

Awareness in the Community

Activities to promote awareness in the community are being, or have been undertaken, by 26
PHNs, through a total of 60 activities.

PHN activities in this category include:

e Community awareness events such as Death Cafes or film screenings with panel
discussions (25 activities).

e Development of palliative care resources (19 activities).

e Face-to-face and virtual workshops for the community (10 activities).

e Hosting Compassionate Community events (6 activities).

The data available shows participants at community events report increased knowledge and
awareness of palliative care.
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Palliative Care Medicines

Seven PHNs have undertaken a total of eight activities to improve access to palliative care
medicines, including:

e Increasing the availability of palliative care medicines for community members.

e Enhancing the capacity and capability of community pharmacists to support palliative
care and building awareness and expanding access for health professionals and
community members via the development of interactive maps of pharmacies stocking
core palliative care medicines (four PHNs).

e Increasing the practice of anticipatory prescribing in pharmacies (one PHN).

e Encouraging community pharmacists to undertake palliative care training programs
(one PHN).

e Developing action plans to increase the capacity and capability of community
pharmacists in supporting safe, quality palliative care at home (one PHN).

Five PHNs implementing these activities have partnered with the Pharmaceutical Society of
Australia (PSA) to facilitate contact with local pharmacies, and to support development of
resources and implementation.

PHN activities are having a positive impact on access to palliative care medications (Figure 4).

Figure 4: Example palliative care medicine activities

South Western Sydney PHN Metropolitan Melbourne PHNs Gippsland PHN
| Core palliative care medicines project | Interactive map SURESSES t:-;;::;?mentation =

28% of regional pharmacies now intend to 1 5,637 people have accessed the - 94% ofrACHsIn the region have
stock core palliative care medicines interactive map of regional pharmacies implemented an IMPREST system
stocking core palliative care medicines *  The IMPREST system enables more

effective management of palliative care
medications and alleviates the risk of
shortages.

Priority Populations

Sixteen PHNs have implemented or are implementing activities targeting identified priority
populations in their regions, through a total of 23 activities. Activities to better support
palliative care among priority populations include:

e The development of action plans to improve access to palliative care at home for
people living with disability.

e Exploring how Advance Care Planning design could be improved for different
population groups.

e Upskilling local service providers to build their cultural competence with Aboriginal and
Torres Strait Islander communities.

e Directly engaging with priority populations and representative organisations to raise
awareness and provide resources.

Vi
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All PHNs implementing activities in this category are working with partner organisations such
as NGOs, local health organisations and service providers, interpreters, technology and IT
partners. PHNs acknowledge that partner organisations are crucial to the success of activities
targeting priority populations due to their knowledge of local conditions and trusted
relationships within communities.

Little data is available on the impact of these activities (only three PHNs were able to provide
data). Data that is available has been positive, indicating there is increased understanding of
palliative care among the workforces.

Coordination and Integration

Twenty-one PHNs have implemented, or are implementing, activities related to coordination
and integration, through 40 activities. The objectives of these activities can be further broken
down into two sub-categories (Figure 5):

e Service mapping and pathway activities that improve palliative care service navigation,
referrals and pathways in PHN regions.

e Models of shared care activities that support integration and coordination between
different service providers.

Figure 5: Status of Coordination and Integration activities at Midpoint

21 PHNs implementing 40 activities at Midpoint

SETRIES mapping .ar.ld e Models of shared care (14 activities)
activities

PHN activities for the service mapping and pathways sub-category included:

e Updating HealthPathways so GPs can better identify services that would benefit
palliative patients.
e Developing a local directory for the community of key service providers.

Developing new models of care to improve and better coordinate palliative care services.

e Developing decision support tools to help health professionals appropriately refer
patients.

Models of shared care activities included:

e Networking initiatives that bring together service providers to build partnerships and
raise awareness of available resources.

Programs to bring service providers together to better care for palliative and end-of-life
patients.

e The establishment of multidisciplinary teams to help GPs and patients coordinate and
navigate supports and access resources.

Vil
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There is limited data available to understand the impact of these activities on improving
coordination and integration. The main information source available is HealthPathways data
specific to palliative care, which has been provided by six PHNs. HealthPathways data indicates
there is varying impact from these activities.

Conclusions and next steps

PHNs have made progress implementing activities across most categories. There are early
indications of impact from PHN activities across workforce education and awareness;
awareness in the community; and palliative care medicines categories.

Based on the data received at the Midpoint Evaluation:

e Most PHN activities identified at Midpoint are meeting the needs of their PHN region, as
identified in key guiding documents such as Health or Palliative Care Needs
Assessments and Healthy Ageing Strategies.

e There is significant uptake nationally in PHN-driven palliative care education and
awareness workshops by a wide range of health professionals.

e The importance of partnerships and collaboration to deliver successful program
activities continues to be highlighted.

e Projects with the potential for greater impact often include longer-term planning,
sustained efforts, pilot and trials, or PHNs working together towards shared goals.
Examples of this include projects in Regional Victoria and Metro Brisbane, where PHNs
have collaborated to engage with stakeholders over long periods of time and
combined resources to provide financial incentives.

e Thisincludes projects in Regional Victoria and Metro Brisbane where PHNs have been
able to collaborate stakeholder engagement efforts, financial incentives and resources.

e Targeting General Practice quality improvement continues to remain a gap for PHNs
with only 8 activities occurring overall in this space. This is likely due to the challenging
nature of engaging time-poor GPs who have competing priorities.

Between delivery of this Midpoint Evaluation report, and the Endpoint Evaluation, PHNs will
collect further data on their activities and impact.

Combined with the observations noted in this Mid-point report, the new data will support the
following questions to be explored at Endpoint:

e Whatis the impact of activities that are completed by one or more PHNs involved?

e What are the enduring strengths and enablers of the Program that have continued from
Baseline through to Endpoint?

e What are the key palliative care reforms and system changes that have occurred over
the duration of the Program in Australia, and do activities continue to align to
contemporary system needs and gaps?

e How should the program be modified to enable a greater impact in the future?

viii
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1 Background and Obijectives

1.1 Context

Palliative care is ‘person and family-centred care provided for a person with an active,
progressive, advanced disease who has little or no prospect of cure and who is expected to
die’.*The aim of palliative care is to optimise quality of life.” End-of-life care (EOLC) is care and
services for people and their families who are facing the end of their life. EOLC is an important
part of palliative care and is provided for people of any age. The focus of EOLC is to help a
person live out their life as comfortably as possible.?

While 70 per cent of Australians prefer to die at home, only 15 per cent do so, with half of all
deaths occurring in hospitals, and more than one third in residential aged care homes
(RACHs).

The Greater Choice for At Home Palliative Care (GCfAHPC) program (the Program) has been
developed and funded “to improve awareness of local palliative care options and to
coordinate and facilitate access to palliative care services at home” and in the community.°

1.2 The Greater Choice for At Home Palliative Care program

Launched in May 2017 by the Department of Health, Disability and Ageing (DHDA), the
GCfAHPC program was introduced to drive coordination through the Primary Health Networks
(PHNs) with respect to how palliative care is provided at home and in the community. The
Program aims to enable people’s preference for palliative and EOLC at home and in the
community by empowering PHNs to undertake activities to meet the following four objectives:

e Improve access to safe, quality palliative care at home and support EOLC 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 preventable
hospitalisations.

e Generate and use data to support continuous improvement of services across sectors.

¢ Palliative Care Australia (2018). Background Report to the Palliative Care Service Development Guidelines.
Available at: https://palliativecare.org.au/wp-content/uploads/dlm_uploads/2018/02/PalliativeCare-Background-to-
Service-Delivery-2018_v3.pdf

7 DHDA. (2019). What is Palliative Care? Available at: www.health.gov.au/topics/palliative-care/about-palliative-
care/what-is-palliative-care#twhat-is-endoflife-care

¢DHDA. (2019). What is Palliative Care? Available at: www.health.gov.au/topics/palliative-care/about-palliative-
care/what-is-palliative-care#fwhat-is-endoflife-care

¢ Palliative Care Australia. (2017). The Economic Value of Palliative Care and End-of-Life Care. Available at:
www.pallcare.asn.au/getattachment/News/Palliative-Care-the-value-proposition-for-health/PCA019_Economic-
ResearchSheet_1a_General.pdf.aspx?lang=en-US

1 DHDA (2021). Primary Health Networks (PHN) Program Expansion of the Greater Choice for At Home Palliative
Care (GCfAHPC) Measure Grant Opportunity Guidelines.

12
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e Use available technologies to provide flexible and responsive care, including care after
usual business hours.

The Program was introduced in 2017-18 as a pilot across 11 PHN trial sites and evaluated from
July 2018 to December 2020. The evaluation of the pilot program found that there was merit to
expand the Program beyond the 11 PHN pilot sites, with recommendations to improve clarity
and guidance on the flexible use of funding, greater flexibility on what funding can be used for,
and shared learnings from existing activities to facilitate knowledge exchange.' In 2021-22,
the Australian Government committed further funds to expand the Program to all 31 PHNs,
nationally, for four years to 2024-25.

As part of the expanded Program, PHNs are funded to employ up to two full-time equivalent
(FTE) staff members to implement activities with the objective of “increasing awareness,
facilitating and coordinating access to safe, quality palliative and EOLC at home.”"? Funding
may also be used to cover costs associated with implementing activities.

The Program is intended to lead to the following key outcomes:'3

e Improved capacity and responsiveness of services to meet local needs and priorities.

e Improved patient access to quality palliative care services at home.

e Improved coordination of care for patients, across health care providers and integration
of palliative care services in their region.

1.3 Evaluation of the GCfAHPC Program

With the expansion of the GCfAHPC Program to all 31 PHNs, a national evaluation of the
measure has been commissioned (the Evaluation).” The aim of the Evaluation is to assess the
impact of the Program on access to palliative care at home and in the community, and to
inform the future direction of the Program and palliative care policies.

The scope of the Evaluation includes three tranches of data collection, analysis and reporting:

1. Baseline (2023) - to identify progress of PHN activities as part of the Program,
opportunities to better support implementation, and to establish a baseline of key
indicators that will be used as a comparator at Midpoint, and Endpoint, to
determine the impact of the Program in achieving outcomes.

2. Midpoint(2024) - to understand the progress of PHN activities; analyse PHN activity
progress since Baseline; and provide up to ten detailed case studies demonstrating
earlier indicators of value and/or outcomes.

" Deloitte (2021). Greater Choice for at Home Palliative Care Final Report.
2DHDA (2021). PHN Program Expansion of the GCfAHPC Measure Grant Opportunity Guidelines.
' DHDA (2021). PHN Program Expansion of the GCfAHPC Measure Grant Opportunity Guidelines.

“For the purposes of the GCfAHPC Evaluation Perth North, Perth South and Country Western Australia are co-
operating as the Western Australia Primary Health Alliance (WAPHA). As a result, when counting the number of
PHNs undertaking an activity, these three PHNs count as one entity (i.e. WAPHA). Otherwise, this report refers to 31
PHNSs nationally.

13
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3. Endpoint (2025) - to focus on impacts of the Program in achieving intended outcomes,
and key insights to inform the future direction of the Program, and other palliative care
policies and initiatives.

Figure 6: Progress of the GCfAHPC Evaluation

= Current status of the GCfAHPC Evaluation

Baseline Midpoint Endpoint
Evaluation Evaluation data data data

commences design collection &  collection & LI EYSTTIN:3

report report report

2024

Sept 2022 2023

1.4 Findings of the Baseline Evaluation

The Baseline report established data indicators for comparison in future evaluation tranches to
monitor and track progress and impact. These included core datasets to be accessed via data
custodians such as the AIHW or collected by PHNs (e.g. DLI data), as well as supplementary
sources of data provided by, but not used for standardised comparison, between PHNs. The
Baseline report was also intended to provide an initial checkpoint for PHN activity design and
progress. Key findings of PHN activity progress are listed below.

PHN activities

The Baseline report found that a range of different activities were being implemented by PHNs
to meet the needs of their communities. These included five broad categories of PHN activities
(workforce education and awareness; awareness in the community; palliative care medicines,
priority populations; and coordination and integration of services). At Baseline, PHN activities
were grouped into four areas of action. Palliative care medicines and priority populations were
grouped together under the larger ‘needs and preferences’ category. During the Midpoint
drafting phase it was decided to separate these two areas of action into two categories as the
activities sitting underneath them were thought to be sufficiently distinct.

14
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Figure 7: Categories of PHN activities

1. Workforce education and awareness

Workforce capability GP Quality Improvement RACHSs

2. Awareness in the community

Education and awareness (including Compassionate Communities)

3. Palliative care medicines

4. Priority populations

5. Coordination and integration

Service mapping and pathways Models of shared care

PHN progress against Activity Work Plans (AWP) was broadly on track. As expected PHNs that
participated in the pilot were generally more progressed in implementing activities. PHNs
formed a broad range of partnerships with third-party organisations (including non-
government organisations, local service providers, health professionals, peak industry bodies
and community groups amongst others) to deliver activities. Activities focused on improving
workforce capability in their region were the most common activities undertaken by PHNs
under the Program (26 PHNSs). Palliative Care Medicines and Priority Populations were the least
likely types of activities to be undertaken.

1.5 Purpose of this document

The purpose of the Midpoint Evaluation is to determine the progress of PHNs' activities
highlighting issues experienced and any early identifiable impacts.

This document:

e Describes the context and approach to the Midpoint Evaluation.

e Assesses PHN progress against Activity Work Plans.

e Highlights key challenges and barriers to the delivery of PHN activities.
e Assesses early indicators of outcomes or impact of PHN activities.

e Outlines next steps for the GCfAHPC Evaluation.



Midpoint Evaluation Report

Approach to the Midpoint
Evaluation



National Evaluation of the Greater Choice for At Home Palliative Care Program

2 Approach to the Midpoint Evaluation

2.1 Program Logic

A Program Logic has been developed to capture the objectives, inputs, activities, outputs, and
outcomes of the GCfAHPC Program (Figure 8). The Program Logic was developed at the
outset of the GCfAHPC Evaluation in partnership with DHDA and has been refined over the
course of a series of workshops and consultations with all 31 PHNs. The Program Logic
comprises four key elements:

e Objectives - what the program is intended to deliver and the outcomes it aims to
achieve.

¢ Inputs and activities - the range of resources, investments, actions and processes
needed to deliver the Program.

e Outputs - the tangible products and processes generated as a result of the Program.

e Outcomes - the changes to knowledge, beliefs, behaviours, and to the system because
of the Program. Outcomes are grouped into short, medium and long term. Subject to
data quality and scope, outcomes can potentially also be assessed by population
groups (e.g., individuals from culturally and linguistically diverse background).

17



National Evaluation of the Greater Choice for At Home Palliative Care Program

Figure 8: GCfAHPC Program Logic
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2.2 Lines of enquiry for the Midpoint Evaluation

The Midpoint tranche of the evaluation is focused on:

Understanding the progress of PHN activities.

Analysis of PHN activity progress since Baseline.

Demonstrating early indicators of value and/or outcomes through up to ten detailed

case studies.

The Midpoint Evaluation was informed by ten Lines of Enquiry (LoE), as highlighted in Table 1

below.

Table 1: Lines of Enquiry most relevant to Midpoint Evaluation

LoE Description

1 To what extent has the Program enabled appropriate palliative care in the
home and community, and reduced preventable hospitalisations?

2 Is the design of the Program appropriate and effective in achieving the
Program objectives?

3 How appropriate is the current funding and resourcing model to enable
PHNs to meet the Program objectives? Is this consistent across PHNs?

4 How effective have governance arrangements been for implementing and
achieving the objectives of the GCFAHPC Program?

5 To what extent do activities/initiatives implemented by PHNs align with
Program objectives?

6 How appropriate are PHN activities and initiatives in meeting the preferences
and needs of individuals/carers/workforce?

7 Has the program been implemented as planned (within PHNs, and
nationally)?

8 To what extent are services coordinated, integrated, and provide continuity
of palliative care?
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LoE Description

9 To what extent has the Program generated and used data to support
continuous improvement of services across sectors?

10 To what extent has the Program improved access to palliative care at home
and in the community?

11 How appropriate is the Program at meeting the needs and preferences of
families, individuals and carers?

12 To what extent has awareness of palliative care in the community (including
family and carers) increased?

13 To what extent has the Program increased individual awareness of palliative
care options and choices (including ACP)

14 How cost-effective is the Program?

15 To what extent has Program increased workforce knowledge and awareness
of palliative care options and services available for individuals?

16 To what extent has Program increased workforce confidence and skills in
providing palliative care services available for individuals?

Table 1 captures both process and outcome-based LoE. Process LoE assess type, quantity and
quality of Program activities and assesses the implementation of the Program against
proposed strategic intentions. This supports identification of potential efficiencies and
improvements in delivery of the GCfAHPC expanded program. It will also allow for
understanding where local variation has been needed by PHNs. Outcome-based LoE's assess
how successfully GCfAHPC is delivering intended objectives and outcomes.

2.3 Midpoint Methodology

Midpoint data collection for the Evaluation was conducted between June and September
2024. As part of this tranche the following data was collected and analysed:

e Materials submitted from PHNs including, but not limited to, program documentation,
progress reports, post-event survey results, event attendance / participation data, etc,
relating to activities.
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e Data provided by the Statewide Office of Advance Care Planning (Queensland).

e Five focus groups, each with 8-10 PHNs to discuss broad categories of PHN activities,
including progress and outcomes.

e Five workshops, to which all 31 PHNs were invited, to discuss implementation of
activities, identify issues or challenges and workshop ways these could be improved.

Data collected from PHNs can be categorised into two types (
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Table 2):

Core datasets and tools, i.e. those that apply and will be collected across all or a large
proportion of PHNs.

Supplementary datasets and tools, i.e. those that may apply or be collected by some PHNs,
depending on activities and local context.
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Table 2: Evaluation data collection approach overview

Core

Supplementary

23

Data source

Description

AIHW National
Integrated Dataset

AIHW provides nationally aggregated data on palliative care that
is of sufficient quality and is relatively easy to access in order to
address certain Evaluation LoEs.

Palliative Care
Outcomes
Collaboration

(PCOC)

PCOC is a data source that is already in use or is of interest to
many service providers.

Death Literacy Index
(DLI)

The DLl is an existing, validated tool on palliative care confidence
and capability that is currently used.

Scyne-proposed
After Death Audit
form

Scyne have developed a proposed After Death Audit Form using
the most appropriate/relevant questions from existing Brisbane
South (BSPHN) and Murrumbidgee PHN After Death Audit tools.
It can be tailored to suit the needs of the Evaluation.

PHN consultations

Consultations with PHNs will provide a point of comparison at all
stages of the Evaluation.

Scyne provided
surveys to PHNs

PHN surveys will supplement consultation insights on Program
design, governance, and activities.

Scyne provided
surveys to service
providers

Service provider surveys will provide a clinician perspective on
PHN led activities.

Post-event surveys

Post-event surveys collect feedback from participants on events
conducted by PHNs.

The Program of
Experience in the
Palliative Approach
(PEPA) surveys

PEPA collects pre and post survey data from education
and training sessions to the healthcare workforce.

HealthPathways

HealthPathways is a web-based portal for health professions to
access clinical management pathways, referral advice from
specialist services, educational resources for patients, and
treatment options.




National Evaluation of the Greater Choice for At Home Palliative Care Program

Data source Description
Office of Ad d

ce o _ vance Advanced Care Planning data including values and preferences
Care Planning (QLD . ) . . .
only) for persons with, and without decision-making capacity.

Use of webpages or

. PHNs are tracking webpage or resource uptake through clicks,
resources (clicks, 9 Pag p g

) views of resources.
views, flyers etc.)

Other materials May include collateral that captures further data inputs.

Desktop review

PHNs were asked to upload relevant core and supplementary data to a secure, access-
restricted Microsoft SharePoint site. Together with stakeholder consultations, this data forms
the basis for much of the analysis contained within this report. PHNs have been collecting this
data since the outset of the Baseline tranche of the Evaluation.

In addition, DHDA have provided updated program documentation as inputs, including:

e Notes and administrative documentation relating to regular one-on-one meetings and
communications between PHN leads and DHDA representatives.

e Regular reporting requirements in line with the Program Guidelines, such as updated
Activity Work Plans, Progress Reports, and Audited Financial Statements.

Stakeholder consultation

As part of the refined Midpoint Evaluation approach, qualitative data was collected via a series
of group consultations with PHNs in the form of focus groups and workshops.

Focus groups

Five targeted focus groups were held with all 31 PHNs to investigate progress and outcomes
(where possible) of PHN activities across identified themes and discuss any issues regarding
barriers and challenges to activity implementation. These consultations focused on progress of
activities undertaken by PHNs since Baseline data collection (i.e. roughly a 12-month period).
Focus groups were comprised of a representative mixture of PHNs, accounting for pilot vs non-
pilot PHNs, metro vs regional PHNs, and different jurisdictions.

The five focus group themes were:

e Workforce Education and Awareness
e Awareness in the Community.

e Palliative Care Medicines.

e Priority Populations.

e Coordination and Integration.
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Workshops

All 31 PHNs were invited to five workshops to discuss how to better support PHNs to achieve
consistency and scale where similar activities are undertaken by PHNs. The five workshops
followed the same five themed areas as described above.

Case studies

Case studies were developed to showcase early indicators of value and/or outcomes of PHN
activities. These were chosen based on the quality of PHN data available at Midpoint. Where
required one-on-one consultations were held with PHNs to gather additional information.

Eight case studies have been developed and included as part of this report, to showcase how
PHN activities align to the needs of their community and how activity impact is helping meet
those needs. Four case studies have been provided for the Workforce Education and
Awareness chapter, and one for each of the other four chapters.

2.4 Limitations and considerations

Midpoint tranche findings should be considered in the context of the following caveats:

¢ Limited consultation with PHNs - Time constraints and scope meant that only a small
number of focus groups and workshops were conducted. Individual consultations with
PHNs did not occur. While these focus groups and workshops enable a high-level
understanding of barriers and challenges with implementation of PHN activities, and
how to better support PHNs to achieve consistency and scale where similar activities are
undertaken by PHNs, more granular details specific to certain PHNs and/or activities
were unable to be captured.

¢ Sensitivity and specificity of datasets and tools - While datasets and tools are
designed to monitor potential changes over the duration of the evaluation, due to the
timeframes, sensitivity/specificity of findings, and other factors, the Evaluation will not
be able to detect all the changes and impacts of PHN activities.

e Causality - There are several programs and policies nationally and within each
jurisdiction that may contribute to changes in palliative care outcomes and data across
PHNs. While it may be possible to identify overall trends across PHNs, any findings
derived will be associative rather than causal in nature. Causality and the impact of
programs and policies across jurisdictions should be kept in mind when considering
analysis detailed in Chapters 3-7.

e Limited data availability - This Evaluation has been challenged by a paucity of data.
There is limited nationally relevant data examining palliative care in Australia and PHNs
have described gathering data from local service providers as challenging. This report
should be read in the context of this limited data availability.

Methodological limitations that are specific to certain data points or sources analysed within
this report are provided in line with the associated analysis.
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3 Key findings: Workforce Education and
Awareness

3.1 Summary of findings

This chapter examines workforce education and awareness activities conducted by PHNs, their
status at Midpoint, and any early evidence of the outcomes and impact of these activities. The
objectives of these activities can be further broken down into three sub-categories:

e Workforce Capability - Activities designed to improve Workforce capability in palliative
care. Target workforces includes the primary care workforce of GPs and practice nurses,
care professionals, allied health, and paramedics.

eGP Quality Improvement - Working with GP practices on Quality Improvement (Ql)
activities.

e Residential Aged Care Homes - Working with RACHs to support workforce education
and awareness of palliative care and ACPs.

Figure 9: Status of Workforce Education and Awareness Activities at Midpoint

31 PHNs have implemented a total of 97 activities

Workforce capability oL Residential Aged Care
(67 activities) e e Homes (RACH) (22 activities)

When examining activities in this category, activities conducted by PHNs tend to rely on the
following approaches, regardless of sub-category.

e Education and awareness events: A large majority of activities conducted by PHNs
involve the delivery in person and/or virtual education and training events or sessions.
These activities are often delivered in partnership with other organisations.

e Development of resources and toolkits: Many activities focused on creating
educational resources such as toolkits, frameworks, and modules for GPs, practice
nurses, and the RACH workforce to support their daily practice.

e Communities of Practice, connecting with experts, and Ql champions: Other
activities focus on establishing groups for ongoing sharing of ideas, resources, and
knowledge to foster continuous improvement, and to link non-specialist healthcare
professionals with experts to empower them in delivering best practice care and
facilitating collaboration across sectors.

Activities in this category are showing early signs of impacts and outcomes for communities.
Workforce response to these activities when surveyed was strongly positive (89%). Findings
also indicate that these activities not only enhance individual confidence but also equip
workforce members with essential skills and knowledge. This makes them better prepared to
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address the needs of palliative patients, an outcome which aligns to the overarching goals of
the Program.

When implementing their activities, most PHNs partner with third party organisations,
suggesting PHNs seek to leverage the expertise of third parties and their networks to achieve
the goals of their activities and enhance impact and reach, this also leads to better
coordination and integration.

3.2 Workforce Education and Awareness activities at
Midpoint

Table 3 below provides a breakdown of activities within each sub-category by rurality, pilot vs.
non pilot and jurisdiction. Within this category, Workforce Capability is the most likely sub-
category to be implemented, making up more than two-thirds of all PHN activities. GP Quality
Improvement activities are the least likely to be implemented, in this case by only 8 PHNs.

Table 3: Workforce Education and Awareness activities, by sub-category and PHN characteristics

31 PHNs
Workforce RACH GP QI
Capability
(67 activities) (22 Activities) (8 activities)
Rurality #PHNs # #PHNs # #PHNs #
Activities Activities Activities

Metro PHNs (14 total) 14 33 9 11 4 4
Rural PHNs (17 total) 17 34 7 11 4 4
Pilot status
Pilot PHNs (13 total) 14 23 7 9 3 3
Non-pilot PHNs (18 17 44 9 13 5 5
total)
Jurisdiction
ACT (1 total) 1 5 1 1 1 1
NSW (10 total) 10 26 6 11 1 1
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31 PHNs
‘g:;:lf::l::j RACH GPQl
(67 activities) (22 Activities) (8 activities)
NT (1 total) 1 2 1 1 0 0
QLD (7 total) 7 17 4 4 0 0
SA (2 total) 2 3 1 2 1 1
TAS (1 total) 1 1 1 1 1 1
VIC (6 total) 6 12 2 2 4 4
WA (3 total) 3 1 0 0 0 0

The following data sources have been used to monitor and track impact and outcomes for PHN
activities in this category.

e PHN consultations.

e Post-event survey data.

e Death Literacy Index (DLI) data.
e Other PHN documentation.

PHN activities under the GCfAHPC Program are funded to meet the needs of their regions,
which should be documented in artefacts produced by each PHN, including Health Needs
Assessments and Healthy Ageing Strategies. Broadly speaking, PHN activities in this category
align with priorities identified in their respective Health Needs Assessments and Healthy
Ageing Strategies (where these have been published). Appendix B provides further insight on
the alignment of PHN activities and their requirement to meet the needs of their communities,
as identified by the PHNs.

3.2.1 Workforce Capability activities

All 31 PHNs have implemented activities designed to boost workforce capability. Central
Queensland, Wide Bay Sunshine Coast PHN is the only PHN to not be actively implementing an
activity at Midpoint, having completed their education and awareness activities at Baseline.

Examples of Workforce Capability activities include:

e Healthy North Coast PHN (NSW) developed five pre-recorded webinars specifically for
primary care providers with regional Subject Matter Experts highlighting localised
information and referral pathways. These webinars form part of a suite of educational
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resources available on the PHN's website that aims to build service provider capability.
Topics include Advance Care Planning; supporting an expected death at home; care,
grief and bereavement; chronic conditions and palliative care; and Carers NSW's
Supporting Carers program.

e Northern Sydney PHN ran multiple education and training events for the palliative care
workforce including a Palliative Care Week Community and Health Forum for palliative
and end of life care providers to come together, network, share knowledge and learn
from speakers. Key topics included Compassionate Communities, Advance Care
Planning, Allied Health in Palliative Care, HELP App, and Digital Storytelling. Webinars
were also hosted on the HELP App for the workforce and volunteers. All the attendees
(n=28) at the volunteer webinar strongly agreed or agreed that the training events
helped them learn more about practical and social support for people and feel more
confident offering the HELP app to families and loved ones.

e Adelaide PHN worked on implementing Project ECHO (Extension for Community
Healthcare Outcomes), an evidence-based model which places healthcare providers
from diverse settings in direct contact with subject matter experts, through a series of
virtual mentoring sessions or webinars, supporting them to provide best practice care
for their local communities. The project is delivered in partnership with SA Postgraduate
Medical Education Association. There has been positive stakeholder feedback about
the program with 164 people enrolled, including 31 GP’s, 18 junior doctors, 78 nurses
and 37 allied health workers. Of those enrolled, 86 are from metropolitan areas and 78
from rural or remote areas.

e Country South Australia PHN facilitated interactive 60-minute online Continuing
Professional Development modules on syringe drivers, and prescribing opioids, to
increase confidence among GPs and the health workforce. Course outcomes were very
positive, with over 90% of respondents indicating the course had ‘entirely met’
outcomes such as understanding how to use syringe drivers, recognise signs that
indicate when a patient is approaching the terminal phase of life, and plan, prepare and
organise of end-of-life-care in the home setting'.

3.2.2 Residential Aged Care Home activities
Examples of activities being carried out in this sub-category include:

e Adelaide PHN provided palliative care training and education to health care providers
in the aged care community sector, with a particular focus on identifying early indicators
of deteriorating health. Sessions have been well received with three face-to-face
training days for Home Care Workers (16 attendees) and two face-to-face training days
for Enrolled Nurses (33 attendees). Attendees recorded DLI scores averaging 7.9
compared to the national average of 4.7.

e Healthy North Coast PHN (NSW) hosted RACH cross-sector meetings to promote
awareness and connect RACH staff with palliative care resources, information and
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education opportunities. Partners include Local Health Districts, NSW Ambulance
Service, participating RACHs, palliative care specialists and national palliative care
projects such as PEPA, PACOP, ELDAC etc.

e Primary Health Tasmania employed a project officer to deliver education and training
on palliative care and EOLC including ACP and end of life decision making for
workforces in RACHs. Partnering with Palliative Care Tasmania, the activity has seen
positive outcomes as the target number of statewide facilitated learning sessions (80)
was exceeded by 68% (134 sessions total). So far there have been 791 participants
across all events with PHT receiving positive anecdotal feedback from event
participants.

3.2.3 'GP Quality Improvement activities
Eight PHNs are engaged in quality improvement (Ql) activities, for example:

e Western Victoria, Murray and Gippsland PHNs have collaborated on a pilot Palliative
Care Quality Improvement Toolkit in general practices to assess and improve care via
timely identification and management of people eligible for palliative care. Eighteen
general practices from the three PHN regions participated in the pilot.

Phase 1, the development of the Ql toolkit, was completed and rolled out to participating
general practices in late 2023. Phase 2 was a 12-month Toolkit pilot scheduled to end in
November 2024. Lunch and learn sessions were offered monthly to participating practices.
Practices have started submitting results with focus areas being Advance Care Planning (ACP),
improving palliative care knowledge for both clinical and non-clinical staff, and reviewing
palliative care processes within the practice. Many practices have also completed foundational
PEPA education and training as part of the pilot. Phase 3 commenced in September 2024 and
will see the three PHNs evaluate data collected from participating practices. Workforce
shortages from participating practices has been reported as a barrier to implementation and
data collection. Other identified barrier is the lack of a specific MBS item number for palliative
care provision.

e Capital Health Network PHN (ACT) ran a pilot ACT Breathlessness Intervention Service
(ABIS) for physiotherapist and nurse-delivered home visits to patients suffering
persistent breathlessness due to chronic disease. Interventions are non-
pharmacological and aimed at both patients and carers. The pilot concluded in
December 2024. Up to July 2024, a total of 134 patients were referred to ABIS. Of the
115 patients who received at least one home visit, 27 reported thinking about calling an
ambulance, on a total of 44 occasions, but self-managed instead. 100% of patients
recorded improvement on at least one outcome measure.
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3.3 Analysis of Workforce Education and Awareness activities
at Midpoint

During workforce education and awareness activities, PHNs collected feedback from service
providers to assess their impact. Where data is available, early indications suggest the
outcomes and impacts are positive. Out of 2,691 responses 89% were positive, 8% neutral, and
3% negative.

Figure 10: Workforce response to PHN activities (n=2,691)

2395

84 212

Positive Negative Neutral

Two key potential outcomes and impacts have been identified from the available data:

1. A positive impact on workforce knowledge, skills, confidence and intention to
change practice.

2. Apositive impact on how workforce understands and interacts with ACP.

3.3.1 Impact of GP Quality Improvement activities on workforce knowledge, skills,
confidence and intention to change practice

In all three sub-categories activities are reported to have led to positive outcomes. Regardless
of the content or format of these activities, available data suggests that the workforce benefits
from these activities, leading to enhanced knowledge, skills, and confidence.

A key measure of this outcome, particularly in terms of increased knowledge, is DLI data which
shows notably higher death literacy scores compared to the national average. For instance,
after a Palliative and End-of-Life Care Workforce Symposium, Hunter New England Central
Coast PHN recorded an average DLI score of 7.5 (from 39 responses), significantly above the
national average of 4.7. Similarly, Adelaide PHN, which is providing palliative care training for
healthcare providers in the aged care sector, reported an average score of 7.9.

It is important to note that death literacy is influenced by a variety of factors. This makes it
difficult to attribute higher or increased scores solely to specific events or activities run by
PHNs.
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Enhanced knowledge, skills and confidence will empower healthcare providers to better
support patients and their families in managing symptoms and maintaining dignity throughout
the end-of-life process. With greater expertise, the workforce is better equipped to provide
care at home and in the community, improving the quality of life for patients and family
members, and with the potential to reduce unnecessary hospitalisations and healthcare costs.

3.3.2 Impact of GP Quality Improvement activities on ACP

Data from PHNs implementing activities relating to Advance Care Planning indicates potential
positive outcomes. GPs report:

e A deeper understanding of ACP.
e Improved skills in identifying opportunities and triggers for ACP discussions.
e Increased confidence in assisting individuals to access ACP information.

As more health professionals gain confidence in discussing and applying ACP in their
practices, there is potential to reduce unnecessary medical interventions and hospital
admissions.™ This can relieve pressure on the healthcare system and allows for resources to be
allocated more effectively. For instance, Western Victoria PHN is offering education and
training sessions for GPs, practice nurses, registered nurses, community nurses, and specialist
palliative care nurses focused on "Introduction to ACP for Health Professionals." This activity is
ongoing, with several sessions scheduled for late 2024 due to encouraging results from the
initial sessions. All 15 survey respondents reported an enhanced ability to recognise
opportunities or triggers during routine care (with learning outcomes either fully or partially
met) and a boost in confidence when assisting individuals in accessing ACP information.

In addition, 87% of workforce respondents indicated they would change their behaviours in
their practice because of the course (Figure 11). This changed behaviour has the potential to
empower patients and their families by fostering a more patient-centred approach, better
supporting individuals to receive care aligned with their values and preferences, even when
they can no longer actively make decisions. PHNs equipping practitioners with skills,
knowledge and confidence around ACP may lead to increased death literacy over time and a
shift toward proactive decision-making in palliative care settings.

s Advance Care Planning Australia (2024). Advance care planning explained.
https://www.advancecareplanning.org.au/understand-advance-care-planning/advance-care-planning-explained
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Figure 11: Post-event survey responses following WVPHN CPD activity (n=15)

| would change something in my practice as
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4

4.1

Key findings: Awareness in the Community

Summary of findings

This chapter examines Awareness in the Community activities conducted by PHNs, their status
at Midpoint and overall outcomes and impact. Activities to promote awareness in the
community are, or have, been undertaken by 26 PHNs across a total of 60 activities. These
activities include:

Carer education events.

Community awareness events such as Death Cafes or film screenings, with discussion
panels.

Development of palliative care resources.

Face-to-face and virtual workshops for the community.

Establishment of death literacy working groups.

Hosting Compassionate Community events.

To deliver these activities PHNs have collaborated with partners, such as peak bodies, local
NGOs, and health services. Rural and metropolitan PHNs are equally represented in
implementing these activities.

Analysis suggests PHNs have contributed to increased community awareness and engagement
with palliative care, as evident by increased death literacy scores, Advanced Care Planning
(and Statement of Choices in Queensland) and the positive feedback received on events
hosted by PHNs (Figure 12).
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Figure 12: Potential insights arising from awareness in the community activities

24 PHNs are undertaking activities in this

category.
Example
* Awarenessraising events activities
* Resources
+ Partneringto deliver workshops
+ Death Literacy Working groups
+ Compassionate Community events Positive data

points

* Average total DLI score of 6.5/10
* National average total DLI score is 4.7/10

Early positive
impacts

4.2 Awareness in the Community activities at Midpoint

Sixteen activities were completed by Midpoint with 42 continuing. Most PHNs have engaged
partner organisations to support these activities.' This suggests PHNs look to the experience
and networks of partner organisations to help extend their reach. Qualitative feedback from
PHNs reinforces this narrative. Several PHNs delivering focus groups and workshops indicated
that they viewed their role as being the “glue” between service providers and industry bodies,
building capacity to effectively provide services to patients.

Partners for community awareness activities include:

e Peak bodies.

e Non-Government Organisations.

e Local government and local public health catchments.

e Community service providers (e.g. bereavement councillors).

e Local Health Districts/Local Health Networks (including RACHs).

Table 4 below provides an overview of activities by rurality, pilot vs. non pilot and jurisdiction.

*PHN data uploads (n=3 PHNs)
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Table 4: Awareness in the Community activities

Awareness in the Community

Rurality # PHNs (31 total) # Activities (60 total)
Metro PHNs (14 total) 10 23
Rural PHNs (17 total) 16 37

Pilot status

Pilot PHNs (13 total) 11 21
Non-pilot PHNs (18 15 39
total)

Jurisdiction

NSW (10 total) 10 37
QLD (7 total) 6 9
SA (2 total) 2 4
TAS (1 total) 1 1
VIC (6 total) 4 7
WA (3 total) 3 2

There are no discernible differences across jurisdictions, or between rural and metro PHNs or
pilot and non-pilot PHNs, which suggests the need for community education is universally
recognised as important, regardless of PHN characteristics. Based on the number of PHNs
reporting activities in this category, more data was anticipated of PHNs than was provided.
However, it is important to note that the nature of awareness in the community activities,
including large-scale events with many attendees makes the administrative burden of
collecting meaningful data difficult.

Activities in this category broadly align with the priorities identified in key documents such as
the Health Needs Assessments and Healthy Ageing Strategies (Appendix B: PHN activity
alignment to Health Needs Assessments and Healthy Ageing Strategies). Several PHNs have
identified expanded awareness and access to palliative care services and supports as key
priorities for their communities The following section describes some of the activities PHNs
have undertaken to meet these priorities.
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4.2.1 Examples of Awareness in the Community activities

Examples of PHN activities to build community awareness of palliative care, and the services,
supports and activities available to them include:

e Community Awareness events: designed to increase death literacy and improve
linkages between the community, local services and resources. Examples of events
include screening of the film ‘Live the Life you Please’ with guest speaker panel
discussions, facilitating Death Café events and Dying to Know events.

e At Baseline, Healthy North Coast PHN (NSW) developed a consumer Dementia Booklet
which includes information on local services and clinics that focus on dementia. The
booklet was updated at Midpoint to include palliative and end-of-life care
considerations and Advance Care Planning (ACP) embedded in the comprehensive,
localised resource. More than 5,500 copies have been distributed and the PHN receives
regular requests for additional stock.

e Development of community palliative care resources: providing information on what
palliative care is, how it can be accessed, where it is provided, and different services
available to the community. These resources commonly include information on ACP
and take the form of webpages or printed booklets and YouTube videos.

e WA Primary Health Alliance consulted with its CALD and LGBTQIA+ references groups
to develop a hard copy and online booklet targeting community members at the end of
life and to help their carers support them. The booklets were launched in February
2024 and since then 5,000 copies have been distributed to households and health
services.

e Partnering with organisations to deliver face-to-face and virtual workshops: such as Last
Aid Days carer’s workshops or the Dignified Decisions project that builds capacity in the
community to support people at the end of life. Some workshops target populations,
such as those caring for people living with dementia, to support them to live well for
longer in their own communities. For example:

o Since Baseline Murray PHN have worked with Dementia Australia to deliver four sessions
in a series of free community events on dementia (as a life limiting illness), and grief and
loss.

o Primary Health Tasmania worked with Family Planning Tasmania and Carers Tasmania to
fund community centres to raise awareness of palliative care and improve death literacy.
At Midpoint a second round of grants had been issued targeting education providers
offering courses on sexual relations, intimacy, and relationships within a palliative care
environment/phase. The course aims to build confidence and capability for people at
the end of life.

o Coordinare (South Eastern NSW PHN) commissioned HammondCare to deliver the Last
Days Foundation Workshop on palliative care to consumers and the community. Six
workshops have been hosted, with more than 80 attendees. Despite being run as a
community awareness activity, some events had more health professionals attend than
community (Figure 13).
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Figure 13: Outcomes of Coordinare Last Days Foundation workshop

| understand the referral pathways for the

specialist palliative care nursing service vs _ 86%

the specialist palliative care physician

| can describe the management of shortness

O,
of breath in a palliative care patient 86%

| can highlight the range of services offered
by the Bega Valley community palliative care 100%
service.

NB: Despite being run as a community awareness activity, some events were attended mostly by health
professionals.
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Death Literacy Working groups, for example Adelaide PHN established a Death Literacy
Working group to improve the community’s death literacy and identify barriers to
decision making regarding end-of-life care. As of September 2024, the Working Group
had 15 stakeholders, had met 4 times and developed Terms of Reference. Three
subgroups were established to address issues relating to ACP, death literacy, and
RACH:s.

Hosting Compassionate Communities events that aim to build community capacity to
provide wraparound informal support to a person at the end of life wishing to palliate at
home.

Country South Australia (PHN) continued the ‘Nurturing Compassionate Communities in
Country SA’ project utilising the DLI to monitor change in community knowledge. The
project will deliver over 60 face-to-face and/or virtual sessions and include: PalliLEARN,
Last Aid, Health Professional Hot Topic webinars, Palliative Care Round Table sessions
with key stakeholders, a palliative care survey, and publication of Palliative Care Plans
for each Local (public) Health Network. Nine workshops were held from November
2023 to January 2024, with 141 participants. 100% of respondents (47 total) said the
course had improved their understanding of palliative care. 100% of respondents also
said they were confident they could find information and services relating to the end
stage of life.

North Queensland (PHN) ran ‘Train the Trainer’ workshops in 14 communities to build
capacity and capability in establishing a wraparound informal support to a person at
end of life who wishes to palliate at home. Since February 2024, over 380 “community
connectors” have been trained, and the PHN ‘Compassionate Community Connectors'
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networks meet monthly. This forms part of a broader plan to build a compassionate
community movement in Northern Queensland™’.

The Compassionate Communities framework was viewed inconsistently among PHNs. Some
PHNs reported they were undertaking activities to nurture Compassionate Communities. In the
Awareness in the Community focus group, one PHN said the lack of service providers available
to deliver Compassionate Communities was the key reason behind their pursuit of these
activities. In turn, this led to a reliance on engaged community members to progress activities,
or engaging with third party organisations such as Proveda to increase community
engagement. However, other PHNs expressed the view that other bodies such as peak
organisations and local councils are better suited to implement Compassionate Communities,
and that PHNs should focus on being the “glue” between the local community and service
providers.

In terms of challenges to implementing these activities, several PHNs said that some
community members struggled to engage with what was seen by some as distressing content
because of stigma and societal views around death and dying and differing needs for
bereavement support. When this occurred, PHNs said they gave the community member the
option of sitting out, withdrawing from, or taking a break from the activity.

4.3 Analysis of Awareness in the Community activities

Data captured in this category includes responses to PHN-issued post-event surveys,
responses to Death Literacy Index (DLI) surveys held after PHN events and activities, and data
from the Office of Advance Care Planning (OACP), which applies only to PHNs in Queensland.
Data collection was not always appropriate at community activities due to the emotional nature
of real-life events being experienced by attendees.

Feedback on PHN activities looking to raise awareness in the community was overwhelmingly
positive (95%), as per Figure 14 below.

7NQPHN (2023), https://www.ngphn.com.au/news/plan-create-compassionate-communities-north
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Figure 14: Responses to awareness in the community activities

1863

43 53

Positive Negative Neutral

Death Literacy Index Data

Of the 24 PHNs implementing community awareness activities, 10 provided DLI data that could
be clearly ascribed to the Program'’s activities as evidence of impact (390 responses total).
Brisbane North PHN provided data measuring death literacy both before and after an event.
Some key insights include:

e Rural PHNs returned an average DLI score of 6.53 out of 10, versus 6.35 out of 10 for
metro PHNs

e Pilot PHNs averaged 6.47 out of 10, while non-pilot PHNs returned an average score of
6.52 out of 10.

Given the national average DLI score is 4.7 out of 10, these scores suggest a positive impact on
event participants.

Figure 15: National average total DLI score vs responses to PHN activities
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The DLI provides a useful quantitative measure of a population’s death literacy and is the only
validated tool used nationally for this purpose. DLI data provided by PHNs indicates greater
levels of death literacy compared with the national average (Figure 16Figure 16). However, this
finding should be considered carefully given the lack of pre and post-event DLI data (with the
exception of Brisbane North PHN). In addition, the low response rate could mean the data
provided is not representative of the broader groups of community members attending these
events.
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Figure 16: Average total DLI scores submitted by PHNs versus national average total DLI score
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Office of Advance Care Planning data

Data collected by the Queensland OACP tracks the number of Advance Care Plans submitted
annually across Queensland, including by PHN region. This data provides a count of preferred
place of death, and the number of complete and incomplete ACPs submitted annually.

The following three graphs show changes that align with some of the intended outcomes of
the GCfAHPC Program. These include higher levels of ACP completion and ultimately, more
people dying at home. While these figures should be considered in the context of their
limitation to Queensland, small population and sample sizes, and difficulty attributing causality
to PHN activities, they suggest some early indicators of impact from PHN activities.

Figure 17 shows the percentage change in completed ACPs in Queensland from 2021/22 to
2023/24. Except for Darling Downs and West Moreton PHN (DDWMPHN), each PHN region
has seen an increase in the percentage of completed ACPs.
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Figure 17: Percentage of completed ACPs (2021/22-2023/24)
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Note: Brisbane North PHN, BNPHN; Brisbane South PHN, BSPHN; Central QLD, Wide Bay, Sunshine Coast PHN,
CCQPHN, Darling Downs, West Moreton PHN, DDWMPHN, Gold Coast PHN, GCPHN, Northern QLD PHN, NQPHN,
Western QLD PHN, WQPHN

43



Midpoint Evaluation Report

Key findings: Palliative Care
Medicines



National Evaluation of the Greater Choice for At-Home Palliative Care Program

5 Key findings: Palliative Care Medicines

5.1 Summary of findings

This chapter examines Palliative Care Medicines activities conducted by PHNs, their status at
Midpoint and overall outcomes and impact of these activities. At Baseline this category was
grouped with priority populations under the larger ‘Needs and Preferences’ category. Given
the distinct nature of their activities, the palliative care medicines and priority populations have
been separated into two categories at Midpoint. Activities in this category focus on:

e Improving the availability of palliative care core medicines.

e Enhancing the capacity and capability of community pharmacists to support safe,
quality palliative care at home.

e Working with RACHSs to implement the IMPREST system.

Seven PHNs were progressing palliative care medicine activities, often working together or
working with partner organisations such as the Pharmaceutical Society of Australia (PSA).
Indicators suggest that PHN activities have enhanced access to palliative care medicines.
Positive impacts are evidenced by increased engagement with interactive maps of pharmacies
stocking core medicines and increases in commitments from more pharmacies to stock the
medicines, as well as positive community feedback (Figure 18).

Figure 18: Insights arising from palliative care medicine activities
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5.2 Palliative Care Medicine activities at Midpoint

Five of the PHNs working in this category are partnering with the PSA. Due to influence,
resources, and importantly, its contacts with community pharmacies across each PHN region,
PSA is a critical stakeholder for PHNs to work with.
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It is worth noting that work designed to enhance community access to palliative care medicines
aligns with a broader national movement to establish a National Core Community Palliative
Care Medicines List. Since PHNs began activities in this category, the new National List has
been agreed, identifying four medicines for use by home-based palliative patients in the
terminal phase who require urgent symptom relief.

Table 6: Palliative Care Medicine activities, by PHN characteristics

Palliative Care Medicine

Rurality # PHNs (31 total) # Activities (8 total)
Metro PHNs (14 total) 4 4
Rural PHNs (17 total) 3 4

Pilot status

Pilot PHNs (13 total) 3 3

N
ul

Non-pilot PHNs (18

total)

Jurisdiction

NSW (10 total) 2 2
QLD (7 total) 1 1
VIC (6 total) 4 5

The majority of PHNs in this category provided data to support analysis of their activities.
Beyond individual consultations, focus groups and workshops, the main source of data was
from reports on each of the specific initiatives. These reports were either developed by PHNs,
or by the PSA on behalf of PHNs. They describe the process by which the Palliative Care Access
to core Medicines (PCAM) Project in Melbourne or the Core palliative care medicines project in
South Western Sydney evolved, and how pharmacies engaged with the projects over time.

Focus groups and workshop feedback suggested that activities in this category were viewed
favourably by other PHNs and that, had there been greater visibility of these activities, then
other PHNs would be interested in leveraging the knowledge and experience of PHNs
currently working in this space for similar activities in their own communities.

PHNs reported that jurisdictions often have different arrangements, processes and systems in
place which can impact their ability to improve access to palliative care medication, indicating

46



National Evaluation of the Greater Choice for At-Home Palliative Care Program

a high degree of regional variability. PHNs also reported that efforts to implement or improve
anticipatory prescribing are challenging for remote community pharmacies and RACHs.

With some exceptions, these activities broadly do not reflect priorities identified in Health
Needs Assessments or Healthy Ageing Strategies (Appendix B: PHN activity alignment to
Health Needs Assessments and Healthy Ageing Strategies). The reasons for this are unclear.
However, these activities do align with the core goal of the Program to increase access to
palliative care at home and in the community.

5.3 Progress of Palliative Care Medicine activities at Midpoint

Compared to other categories, there is not much variation in the type of activities being
undertaken in this category at Midpoint, or their status. Activities are primarily focused on
increasing access to palliative care medicines by partnering with community pharmacies to
stock medication on the Core Medicines List (CML) or to build capabilities of pharmacists to
support safe palliative care in their communities. It is worth noting that some PHN activities, for
example Country South Australia PHN's facilitation of CPD modules on syringe drivers and
prescribing opioids, could be grouped under more than one activity category. However, for
ease of readability, activities have been placed into the ‘best fit' category. This chapter focuses
only on activities that best fit in the palliative care medicines category.

Palliative Care Access to core Medicines (PCAM) Project

North Western, Eastern, and South Eastern Melbourne PHNs have worked in partnership with
the PSA on the PCAM Project which aims to:

e Increase awareness and use of the Core Medicines List (CML) with prescribers,
community palliative care providers and community pharmacists.

e Increase the number of community pharmacies stocking all medicines in the CML.

e Increase awareness of anticipatory prescribing.

e Increase collaboration between general practitioners and community pharmacists for
end-of-life care.

e Improve timely access to palliative care medicines for patients.

The CML was initially funded by North Western Melbourne PHN in 2021. To promote the
PCAM project, the three PHNs and the PSA undertook significant engagement with community
pharmacies. This included direct engagement with pharmacies across the three regions;
collaboration with the PSA’s partnerships group to work with representatives from “banner
groups” (i.e. organisations operating multiple retail pharmacies) to discuss the initiative with
them; and education sessions on the goals of the program. Eastern Melbourne PHN provided
post-event survey data from one of their education sessions, with the results indicating a good
understanding of the goals and purpose of the PCAM project on the part of participating
pharmacists (Figure 19).
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Figure 19: To what degree were the learning outcomes of the program met (n=15)
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As part of the PCAM project, an interactive map was developed to build community awareness
and display pharmacies stocking core medicines. The intention is that community members
and health care professionals will be able to see quickly and easily which pharmacies are
stocking core palliative care medicines close to their location. As of 16 October 2024, it has
been accessed more than 15,637 times by members of the community, a 241% increase in
views from June 2023. Data from Eastern Melbourne PHN suggests the average engagement
time per user of the map was 1 minute and 12 seconds.

As of November 2024, 305 pharmacies across Melbourne have signed up to participate in the
PCAM project. This represents a more than 100% increase in participating pharmacies from
December 2023. The PSA concluded in a report on the project that the PHN activities had
directly contributed to increased awareness about anticipatory medicines and the importance
of removing barriers to the timely treatment of palliative symptoms in a community setting. In
May 2024, the PSA emailed all participating pharmacies to inform them that ongoing
maintenance of the PCAM would be handed back to the three PHNs. Going forward, updates
will be made to the interactive map based on any new pharmacies participating or withdrawing
from the project.

Core palliative care medicines project in South Western Sydney

Between July 2023 and June 2024, South Western Sydney PHN and the PSA worked to deliver
the Core palliative care medicines: Building collaborative Relationships with Community
Pharmacists project. This aimed to improve access to essential palliative care medicines for
people receiving palliative care at home. A map of pharmacies stocking palliative care core
medicines was developed to raise awareness of, and participation in the project, helping
community and health professionals to locate pharmacies stocking palliative care medicines.
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Three webinars were developed and delivered to pharmacists, GPs and community nurses
from South-Western Sydney with 148 attendees across the three sessions. Attendees were
surveyed after each webinar and the results recorded. In addition to clinical upskilling, 100% of
pharmacists surveyed (24 total) after one session either agreed or strongly agreed that they felt
confident 'to support patients who have been diagnosed with a life-limiting illness and their
family/carers’. Of GPs surveyed 100% (n = 20) said they would change something in their
practice as a result of this CPD activity.

Figure 20: Pharmacist, GP and community nurse responses to question before and after SWSPHN activity

'| feel confident liaising wth interprofessional colleagues to optimise care for
people living with life-limiting iliness'
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Across the project, 55 community pharmacies in South Western Sydney, representing 28% of
all pharmacies in the region, signed the non-legally binding Letter of Intent to stock at least
one full box of each of the medicines listed on the Core palliative care medicines list for NSW
Community Pharmacy. As of 24 June 2024, the online map of pharmacies stocking palliative
care medicines throughout South-Western Sydney had been viewed more than 10,066 times.

Despite these achievements, the need to update palliative care education and supporting
resources to ensure they remain useful and relevant for local pharmacists is an ongoing
challenge with this activity given the frequent effort and focus this requires.

Other palliative care medicine activities being undertaken by PHNs

e Gippsland (PHN) have worked to increase the practice of anticipatory prescribing
across pharmacies in their region. Anticipatory medicines are injectable or sublingual
medications prescribed to a person with a life limiting illness. These medications are
prescribed and dispensed in preparation for a time when a person needs them.
Gippsland has been working with RACHs to implement the IMPREST system in their
facilities by subsidising the cost of registration. This leads to more effective
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management of palliative care medications and helps to alleviate the risk of shortages
by ensuring a ‘ward stock’ of palliative care medicines on site.s

e Asof October 2024, 51 of 54 RACHs in the region have completed implementation of
the IMPREST system. A further two RACHs are in the process of completing
implementation. In comparison, in November 2023, only 8 RACHs had implemented
IMPREST, meaning an additional 43 have completed implementation of an IMPREST
system in the 11 months to October 2024.

e Healthy North Coast (NSW PHN) have worked with the PSA to encourage community
pharmacists to undertake the PSA’s National Palliative Care Foundational training
program. Following completion of the course, Healthy North Coast facilitates a series of
activities for pharmacists to consolidate their knowledge. These activities include
Program of Experience in the Palliative Approach (PEPA) workshops, currently
scheduled for October 2025.

e Brisbane North (PHN) worked in close collaboration with local pharmacists to develop a
Palliative Care in Community Pharmacy Action Plan. The Plan aims to increase the
capacity and capability of community pharmacists in supporting safe, quality palliative
care at home. As part of this, Brisbane North created a list of palliative friendly
pharmacies stocking core medications. Further research identified a need; for
pharmacies to stock the right medicines at the right time (i.e. anticipatory prescribing);
to coordinate more closely with other local pharmacies; and for education and
resources to enhance their capability.’ As of August 2024, 42 pharmacies had
committed to working as “palliative friendly pharmacies” as defined by the Community
Pharmacy Action Plan, a 91% increase in the number of pharmacies since the outset of
the initiative in 2022.

#SMRPCC (2020). Imprest Medication system for RACFs. https://smrpcc.org.au/wp-
content/uploads/2020/04/Imprest-RACF-Medications-FAQs-April-2020_c.pdf

» BNPHN. Community Pharmacy in Palliative Care Action Plan Co-Design Report
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6 Key findings: Priority Populations

6.1 Summary of findings

This chapter examines PHN activities benefiting specific priority populations and their status at
Midpoint. Fourteen PHNSs are, or have, implemented, a total of 23 activities at Midpoint. These
include:

e Efforts directly targeted at better supporting priority populations (e.g. developing
Action Plans).

e Upskilling specialist palliative care services, and primary and community care providers
to enable them to provide better palliative care support to priority populations.

e Developing resources to assist priority populations with access to palliative care.

e Engaging directly with priority populations and representative organisations to raise
awareness of palliative care resources and supports available to them.

Partner organisations for these activities include technology partners, local health
organisations and service providers, NGOs, and interpreters. Barriers impacting PHN
implementation of these activities include language and cultural differences between PHN staff
and the identified priority populations, and the inaccessibility of resources for some
populations (e.g. those living with visual impairments).

Assessing the outcomes and impact of PHN activities in this work category is limited by a lack
of data to support the evaluation; only three PHNs provided data for analysis of outcomes and

impact (Figure 21).

Figure 21: Insights arising from priority population activities
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6.2 Priority Population activities at Midpoint

14 PHNs have implemented or are continuing to implement activities that target identified
priority populations in their regions across a total of 23 activities (Table ).

Table shows the characteristics of PHNs that have implemented activities in this category. Rural
PHNs are less likely to implement priority population activities. All PHNs implementing
activities in this category are working with partner organisations. Partners range from
technology organisations such as GoShare, Aboriginal Controlled Community Health
Organisations (ACCHOs), NGOs working at the local, state and national levels, service
providers working in the region, and language translators.

During focus groups and workshops, PHNs stressed the importance of activities being tailored
to meet local needs, and particularly the needs of priority populations. PHNs emphasised that
partner organisations were crucial to the successful implementation and continuation of PHN
activities targeting priority populations due to their knowledge of local conditions and trusted
relationships with these communities.

Table 7: Priority Population activities, by PHN characteristics

Priority Populations

Rurality # PHNs (31 total) # Activities (23 total)
Metro PHNs (14 total) 9 15
Rural PHNs (17 total) 7 8

Pilot status

Pilot PHNs (13 total) 8 10
Non-pilot PHNs (18 total) 8 13
Jurisdiction

NSW (10 total) 5 12
NT (1 total) 1 1
QLD (7 total) 2 2
SA (2 total) 2 2
VIC (6 total) 3 4
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Priority Populations
Rurality # PHNs (31 total) # Activities (23 total)
WA (3 total) 3 2

Challenges specific to priority populations include:

e Not all palliative/end of life care concepts directly translate into other languages (e.g.
there is no AUSLAN word for palliative care).

e Cultural barriers can get in the way of planned activities. For example, Northern
Territory PHN said language barriers and periods of mourning following a death in the
community made it difficult to coordinate events.

e Many resources specific to palliative care are inaccessible to some priority populations
(e.g. people with visual impairments).

In focus groups and workshops PHNs noted the difficulty they have experienced collecting
data on priority population activities. Several PHNs noted difficulties collecting data from
service providers following activities targeting priority populations. Despite this observed gap,
many PHNs highlighted a commitment to priority populations in their Health Needs
Assessments and Healthy Ageing Strategies (Appendix B).

6.2.1 Examples of priority population activities at Midpoint
PHN activities targeting identified priority populations include:
Efforts to identify opportunities to better support priority populations:

e Adelaide (PHN) recently completed a Needs Assessment, working with local service
providers, to explore how to improve ACP completion for homeless and LGBTIQA+
populations. The aim is to identify needs, improve awareness and uptake of ACP within
these organisations, identify obstacles, barriers and challenges relevant to these
populations, and provide recommendations to address these barriers. At the time of
writing, Adelaide have approached 21 service providers to progress preliminary
consultations on how the recommendations of the Needs Assessment can be
advanced. Ten have agreed to participate.

e Brisbane North (PHN) developed a Disability Action Plan to improve access to at home
palliative care for people living with disability. This work follows the identification of
major gaps in disability and palliative care understanding across the continuum of
health service providers. Recent progress includes the development of a knowledge
framework to help health and disability workers identify available sources of information
to build their knowledge and key contacts. This component of the Action Plan was
developed through a ten-month consultation process. Brisbane North have reported
that the initial response from local stakeholder groups has been positive, describing the
document as useful, and a step in the right direction. Most of the resources contained
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within this framework are available nationally, and the document does not speak to
specific State legislation, meaning that it could be scaled nationally for use across all
PHN regions. Furthermore, while the Brisbane North PHN resource speaks to the
intersection of palliative care and people living with disabilities, additional frameworks
for other priority populations could also be developed using a similar approach.

Upskilling service providers to enable them to better support priority populations:

Coordinare (South Eastern NSW PHN) engaged facilitators to conduct cultural
knowledge workshops for healthcare professionals, designed to build their cultural
competence when engaging with Aboriginal and Torres Strait Islander communities.
They also undertook a review of the regional health care system to identify and design
solutions to make the system more safe, welcoming and appropriate for Aboriginal and
Torres Strait Islander patients and their families.

Central Eastern Sydney (PHN) are planning a series of education sessions to boost
death literacy amongst CALD communities by engaging Dr Kerrie Noonan, creator of
the Death Literacy Index. Dr Noonan will facilitate a series of workshops with CALD
community organisations to provide death literacy education for their own
communities.

Developing resources to assist priority populations:

Country South Australia PHN (CSAPHN) are tailoring the previously developed culturally
appropriate educational Aboriginal Peoples ACP, Palliative Care, and End of Life
information bundles to be freely available on the digital GoShare Plus platform.

Four local South Australian Aboriginal and Torres Strait Islander community leaders have
provided messaging on these subjects by way of pre-recorded video. CSAPHN funds access to
the GoShare Tool for all General Practices and Aboriginal Community Controlled Health
Organisations (ACHHOs). CSAPHN has been able to draw on the support of general practices
and ACCHOs, but securing their commitment to install the digital GoShare plus platform has
been difficult.

South Western Sydney and Murray (PHNs) have each developed a series of resources to
assist priority populations. These include ‘Journey into Sorry Business' booklets for local
Aboriginal and Torres Strait Islander communities; the translation of existing palliative
care community resources into AUSLAN to improve accessibility for deaf and hard of
hearing communities; ‘easy read’ documents for people with English as a second
language; and the development of a dementia and palliative care directory. Murray
(PHN) leveraged work undertaken by South Western Sydney (PHN) to develop a copy of
the "Journey into Sorry Business’ that was appropriate for their own region.

Engaging directly with priority populations and representative organisations to raise awareness

of resources and supports available to them:
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e WA Primary Health Alliance (PHN) provided education and training to health
professionals with ACHHOs on how to recognise deterioration, understand trajectories
of chronic disease, what palliative care is, services and supports that are available, and
the communication skills required to have conversations on ACP, in the specific context
of Aboriginal and Torres Strait Islander populations.

e NTPHN (Northern Territory PHN) worked with Aboriginal and Torres Strait Islander and
CALD community members to normalise the conversation around end-of-life planning
and empower people to take control of their future care. NTPHN have engaged the
support of priority population representative organisations to support these
conversations.

6.3 Impact of Priority Population activities at Midpoint

Of the 23 activities undertaken by PHNs relating to priority populations nine are complete at
the time of writing. Of these, four were implemented by South Western Sydney (SWSPHN),
which has a very diverse population (40% born outside of Australia compared to the national
average of 29.5%).2° Adelaide PHN and Coordinare also completed priority population
activities at Midpoint, while Murrumbidgee, Northern Sydney and Brisbane South PHNs all
completed activities targeting priority populations in their regions at Baseline.

SWSPHN developed several resources targeted at priority populations. One of these was a
‘Journey into Sorry Business' booklet for Aboriginal and Torres Strait Islander peoples to
understand preferences for death, cultural practices and protocols associated with death. The
booklet was updated and released to the community in 2024. In the period May-September
2024 it was downloaded 81 times and viewed more than 360 times. Murray PHN reached out
for permission to adapt this resource for their own region and have recently published this
version.

Murrumbidgee PHN worked with HammondCare to improve carer capacity in caring for
people living with dementia via a series of workshops and the development of resources such
as a carer handbook and Carer Gateway Emergency Plan. In February 2024, HammondCare
published a final evaluation report on the dementia capacity building program for people
living with dementia. The evaluation relied on post-workshop assessments and participant
interviews to make a series of conclusions, including that there were no observable changes to
carer stress levels, but an increase in carer confidence accessing support services, as well as
increased confidence recognising signs of acute change or deterioration.

Finally, Brisbane South provided a report outlining their activities to upskill the interpreter
workforce in palliative care settings. After face-to-face training and facilitated discussions, and
onsite visits to palliative care settings, participants were surveyed (some virtual training was

2SWSPHN. About our community. https://swsphn.com.au/about/health-of-our-
region/#:~:text=We%20have%20a%20greater%20proportion,per%20cent%200f%20the%20population.
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provided for participants who could not travel to attend). Their feedback indicated very
positive outcomes, including a significant improvement in the understanding of palliative care
and its aims (92% increase), and improved confidence interpreting palliative care settings and
a willingness to take this new knowledge and apply it to palliative care assignments (87%
increase).
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7 Key findings: Coordination and Integration

7.1  Summary of findings

The focus of this chapter is on PHN activities that look to improve palliative care access,
coordination and integration of services and sectors. Coordination and Integration activities
can be divided into the service mapping and pathways and models of shared care sub-
categories.

Within this category, 40 activities are being undertaken by a total of 21 PHNs (16 are
implementing service mapping and pathway activities, and 8 are implementing models of
shared care activities). PHN activities for the service mapping and pathways sub-category
included:

e Updating HealthPathways so GPs can better identify services that would benefit
palliative patients.

e Developing a local directory for the community of key service providers.

e Developing new models of care to improve and better coordinate palliative care
services.

e Developing decision support tools to help health professionals appropriately refer
patients.

e Multidisciplinary approaches to help health professionals develop partnerships to
optimise systems, processes and outcomes for palliative care patients.

For models of shared care, activities included:

e Networking and programs to bring service providers together to better care for
palliative and end-of-life patients and enabling a multidisciplinary approach.

e Reviewing models of care.

e Technological initiatives to support integration and coordination between service
providers.

Figure 22: Status of Coordination and Integration activities at Midpoint

21 PHNs implementing 40 activities at Midpoint

Service mapping and pathways (26 activities) Models of shared care (14 activities)

e HealthPathways data is a key source PHNs can provide to help assess the impact of their
activities in the Coordination and Integration category (Figure 23). At Midpoint, six
PHNSs provided HealthPathways data in a format conducive to assessment of changing
workforce behaviours. Even so, this data only serves as a proxy for the intention of
health service providers to change their behaviour.
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Figure 23: Insights arising from coordination and integration activities
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7.2 Coordination and Integration activities at Midpoint

Activities in the Coordination and Integration category look to improve palliative care access,
coordination and navigation in their regions. Two sub-categories sit beneath this:

e Service mapping and pathways: Supports service navigation and updated pathways of
referral in their regions. This has been noted by PHNSs as a key issue, due to the
complexity and difficulty navigating the palliative care service system.

e Models of shared care: Supports integration and coordination between different service
providers.

Sixteen PHNs are implementing activities in the service mapping and pathways sub-category
and 8 in the models of shared care sub-category (Table 8).

Based on analysis of PHNs implementing coordination and integration activities, non-pilot
PHNs are much more likely to be implementing service mapping and pathway activities.
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Table 8: Coordination and Integration activities, by PHN characteristic, by sub-category

Rurality # PHNs (31
total) (26 total)

Metro PHNs (14 total) 5 7
Rural PHNs (17 total) 11 19
Pilot status

Pilot PHNs (13 total) 4 6
Non-pilot PHNs (18 total) 12 20
Jurisdiction

ACT (1 total) 1 1
NSW (10 total) 8 13
NT (1 total) 1 1
QLD (7 total) 3 7
SA (2 total) 0 0
VIC (6 total) 3 4

# Activities

1

1

# PHNs (31 # Activities
total) (14 total)

1M

4

1

Almost all PHNs worked with a partner organisation to implement coordination and integration

activities. Partners varied by activity, but tended to be:

Health service providers, including GPs, nurses and allied health, as well as hospitals

and LHDs.

Peak bodies and consumer groups.

RACH:s.
Local NGOs.

Aboriginal and Torres Strait Islander and CALD community groups or organisations.

Other service providers, such as web designers.

Broadly speaking, these activities align with priorities identified by PHNSs in their respective
Health Needs Assessments and Healthy Ageing Strategies (Appendix B).

61



National Evaluation of the Greater Choice for At-Home Palliative Care Program

7.2.1 Service mapping and pathways activities at Midpoint
PHN activities for this sub-category fall into one of the following themed areas:

Updating HealthPathways

11 PHNs have updated HealthPathways data so GPs are better able to identify services that
would benefit palliative patients.?’ Often these updates are informed by meetings of different
reference groups to ensure any updates include the most accurate and up to date
information.?? The nature of updates varies by PHN. Among other changes, examples include
updates to dementia and cognitive impairment pathways, tailored pathways specific to CALD
or Aboriginal and Torres Strait Islander communities, and Advance Personal Planning in the
Northern Territory.

Service mapping

e Darling Downs West Moreton (PHN) have developed a local directory for the
community of key service providers, after hours contacts and other contacts for
palliative care professionals to access to help improve care coordination. A website is
currently being developed to improve access to this resource.

Development of new models of care

e Hunter New England Central Coast (PHN) led the development, commissioning and
implementation of a new end-of-life-care coordination model for primary care. The
service is designed to assist people aged over 55 years with limited financial or family
support to effectively coordinate their EOLC and documentation, improve their death
literacy, and manage referrals to the relevant palliative care professionals. Baptist Care
is currently trialling use of the new model to enable people to undertake EOLC
planning. The pilot will operate from April 2024 to June 2025, with the University of
Newcastle having been commissioned to conduct a program evaluation.

e Healthy North Coast (NSW) were developing new models of care to improve palliative
care services in RACHs. The intention is to join care services so that residents receive
the right care, at the right time, in the right place. Key enablers of the model will include
Advance Care Planning, anticipatory planning, recognising deterioration and the
provision of high-quality, person-centred palliative and end-of-life care by RACHs. Co-
design workshops will be used to develop the model of care. An education solution
provider and change consultant have been engaged to implement a change
framework. Healthy North Coast cited 'huge appetite’ among local service providers for
this activity.

2 PHN data uploads (n=11 PHNs)
2 PHN data uploads (n=1 PHN)
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Developing decision support tools

e Gippsland (PHN) were developing a decision support tool to provide clear criterion to
health professionals to appropriately refer patients to community and/or specialist
palliative care. This will include scoping existing issues surrounding the development of
triage tools and meeting education needs in RACHSs for the criterion to work effectively.
Since Baseline progress has been made to develop an embedded template in practice
software.

Multi-Disciplinary Approaches:

e Murrumbidgee (PHN) were funding a general practice to host monthly palliative care
multi-disciplinary team meetings. The meetings aim to ensure that all health
professionals who care for patients can discuss aspects of a patient’s physical and
supportive care needs, divide roles and responsibilities, and collaboratively plan
appropriate care.

e Darling Downs West Moreton (PHN) established a Care at the End of Life Collaborative
(CAEOLC) to develop partnerships across government and non-government services to
optimise systems, processes and outcomes for people living with life limiting illnesses.
CAEOLC has set a series of targets in pursuit of this overarching goal, including the co-
design of shared care pathways for people approaching the end of life. CAEOLC began
meeting in mid-2022, meeting bi-monthly since then. At Midpoint they have developed
four journey maps for patients.

7.2.2 Models of shared care activities at Midpoint
PHN activities in this sub-category generally fell into one of the following themed areas:

Programs to improve care between settings

Three PHNs are undertaking pilot programs to bring health service providers together to
better care for palliative and EOLC patients.

e Country South Australia PHN (CSAPHN) were working with SA Health to develop and
implement the SA Health Palliative Care Navigation Pilot, to better connect terminally ill
patients with local palliative care services, supports and information. The pilot for this
service launched in February 2024.

e Western NSW (PHN) continued with a “Yellow Envelopes” pilot, which looks to ensure a
warm transfer process for patients, including all relevant case information, between
RACHs and hospital via Ambulance or Patient Transfer services. (“Yellow Envelopes”
refers to the envelope that contains relevant patient information). At Midpoint the
initiative continues to be challenged by workforce capacity issues.

e Central Queensland, Wide Bay, Sunshine Coast PHN (CCQPHN) were running a
hospice capacity building project to integrate 5 hospices with specialist palliative care
services, align capability building domains, develop community linkages and improve
relationships.
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Shared care

e Brisbane South PHN (BSPHN) were implementing a shared care model for home-based
palliative care between GPs and specialist palliative care services and patients. This
includes coordination and navigation support, access to resources, mentoring for GPs
and patients, and capability building sessions and workshops for GPs. BSPHN are
currently assessing outcomes of the shared care model. At Midpoint, 13 patients have
been enrolled into the program. Eight new ACP conversations have been initiated with
patients who did not previously have an ACP in place.

Models of shared care technological initiatives

Two PHNs have investigated implementing technological solutions to support integration and
coordination between different service providers.

e South Eastern Melbourne PHN looked to build an interoperability function to enable
GPs to use Palliative Care Software to e-refer patients requiring palliative care from GP
medical record systems to palliative care services. This activity was paused due to
limited capacity from the service provider (an IT vendor).

e Country SA (PHN) investigated implementing an Integrated Shared Care Planning
Platform (INCA) web portal in aged care services which would put the patient at the
centre of care, connecting healthcare teams to better manage chronic disease and help
keep people well and out of hospital. The portal allows GPs to create patient-centred,
Medicare-compliant General Practitioner Management Plans (GPMP), Team Care
Arrangements (TCAs) and conveniently shares these with other healthcare providers
using a secure referral system. This activity has been ceased due to difficulty engaging
GPs in the initiative.

Model of care reviews

e South Eastern NSW PHN (Coordinare) were reviewing their palliative and end of life
stepped care model. This model features key levels of patient care needs relating to a
spectrum of services and interventions, using a multidisciplinary care composition.
Coordinare report that project activities often attract only those with an interest in

palliative care, aged care and the end of life. The new model of care is expected to be
launched in October 2024.

Networking initiatives

All PHNs have been working to bring health professionals together to raise awareness of
different services and initiatives. For example:

e Country to Coast (Qld PHN) were running clinical society events to bring different
service providers together as a networking initiative and raise awareness of resources at
the local and state level.

e Western Victoria PHN have established a Project Advisory Group (PAG) to meet bi-
monthly to oversee the planning and delivery of quality and system improvement
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initiatives, sharing information and integration opportunities. The PAG acts as a
coordinating body, bringing together service providers to deliver on activities such as
Dying to Know Day and workforce education and awareness events.

Developing an online palliative care service directory

e Central Eastern Sydney (PHN) have partnered with Bright, a web developer, to produce
an online palliative care service directory (by local government area and across sectors)
and navigation 1-pager for the community (“"HealthPathways for patients”). The service
directory contains subcategories for priority populations. From May to September
2024, there have been over 3,000 page views, and 100 on the palliative care page.

7.3 Analysis of Coordination and Integration activities at
Midpoint
Analysis of activities in this category is based on the following data sources:

e PHN documentation, the majority of documents are comprised of Terms of Reference,
high-level activity descriptions, annual reports and information stemming from
individual and group consultations. Data on the outcomes of PHN activities, in the form
of changed behaviours, new skills learnt, improved community palliative care outcomes
was not evident in the Midpoint documentation provided by PHNSs.

o HealthPathways data, is a web-based portal designed to support primary care
professionals in patient consultations. It provides access to clinical management
pathways, referral advice from specialist services, educational resources for patients,
and treatment options. This includes information on the number of website clicks, page
views, unique users, time spent on page etc.?* The quality of this data varies across PHN
regions. HealthPathways are co-delivered by PHNs and local health districts/networks.
HealthPathways are targeted to GPs and other clinicians and each pathway is peer
reviewed.

HealthPathways data can help understand what information is being accessed, and how
frequently, through analysis of ‘'views'. An increase in the number of ‘'views’ may indicate PHN
activities to enhance the coordination and integration of services in their region are leading to
changed behaviours by health professionals. However, for this data to be useful, comparison
needs to be made over time.

11 PHNs had undertaken activities to update HealthPathways pages at Midpoint. Analysis of
HealthPathways data in time series shows significant variation between PHNs. 6 of 17 PHNs
provided HealthPathways data in time series.?* The other 11 PHNs were not able to provide

» PHN data uploads (n=17 PHNs)
2 PHN data uploads (n=6 PHNs),
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sufficient detail to track how ‘views' changed over time, or to provide timestamps to discern
when HealthPathways was being used by primary care professionals.

Even where HealthPathways data was provided in a format that tracks changing views over
time, it was not possible to compare HealthPathways datasets to one another. The ‘pathways’
provided varied between PHNs. Some PHNs provided a limited selection of pathways relating
specifically to palliative care. Others provided a broader array of ‘pathways’ to analyse.
Furthermore, some PHNs provided information on page views, while others described the
amount of time spent on a particular page, in seconds. Finally, the timescale provided often
differed between PHN regions. Some data was provided on a month-by-month basis, others
quarterly, and others annually.

Figure 24 highlights some of the key data observed from PHN HealthPathways extracts.

Figure 24: HealthPathways data provided by PHNs

BNPHN 31% rise in HealthPathways views between Jan-Mar 2023 and Apr-Jun 2024
WVPHN 37% rise in views from June 2023 to May 2024
NBMPHN Time spent on HealthPathways page rose from 98 to 176 seconds
Coordinare 228% rise in page views between July 2024 to June 2024
HNECCPHN Page views rose by 2% from Jul-Sep 2023 to Apr-Jun 2024
NWMPHN ACP views fell by 2% between Jul-Sept 2023 and Apr-Jun 2024

Note: Brisbane North PHN = BNPHN; Western Victoria PHN = WVPHN, Nepean, Blue
Mountains PHN = NBMPHN, Hunter New England, Central Coast PHN = HNECCPH, South
Eastern NSW PHN = Coordinare, North Western Melbourne PHN = NWMPHN

Figure 25 provides a closer look at the HealthPathways data provided by Brisbane North PHN.
This data has been chosen for display here as it shows the change in total HealthPathways
page views (across 19 unique pages) over regular intervals of time. The trendline displays a
positive change in the number of views over time.
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Figure 25: HealthPathways 'views' data provided by BNPHN
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8 Conclusion and next steps

8.1 Summary

This chapter summarises key findings of this Midpoint Evaluation Report, which will help shape
key questions to be addressed at the Endpoint stage of this evaluation. Lastly, a brief
discussion of next steps for the GCfAHPC Evaluation is provided.

Overall, PHNs have made good progress implementing activities across most categories under
the GCfAHPC Program. The proportion of complete activities has increased since delivery of
the Baseline report, suggesting PHNs are progressing and implementing activities in their
communities. The exception to this is Palliative Care Medicines, where all activities underway at
Baseline are still continuing.

Figure 26 summarises the number of PHNs undertaking activities under each category, and the
number of activities taking place.

Figure 26: Summary of PHN activities at Midpoint

Categories Example activities
1. Workforce education and awareness »  Education and awareness events
31PHNs 97 activities total + Development of resources and toolkits :
Woarkforce capability GP Ql RACHs +  CaPs, e_xpert connections and community
67 activities 8 activities 22 activities champions

* Community awareness events
2. Awareness in the community » Development of community resources

60 activities total » Face-to-face and virtual workshops
* Hosting Compassionate Community events

with local pharmacies and support the

8 activities in total . .
development of resources and implementation

* Partnering with the PSA to facilitate contact ]

4. Priority populations + |dentifying opportunities to better support

Lol 23 activities total prlorl.tyz populatlons. .
+ Upskilling local service providers
5. Coordination and integration + Developing local directories for service
40 activities total providers
21 PHNs + Developing new, improved models of care
Service mapping and pathways Models of shared care * Helping service providers to build partnerships
9 it 14 activities + Establishing multi-disciplinary teams

For the categories of Workforce Education and Awareness, Awareness in the Community and
Palliative Care Medicines, sufficient data was available at Midpoint to draw a tentative
conclusion that positive impacts are being made. Examples of this impact include:

e Higher average total Death Literacy Index scores when compared to the national
average of 4.7 out of 10. This may indicate improvement in death literacy after
participating in PHN activities. For example:

o For Workforce Education and Awareness, the average score returned from PHN activities
was 7.06 out of 10 (104 responses).
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o For Awareness in the Community activities, the average total DLI score was 6.48 out of
10 (390 responses).

e Positive responses to post-event surveys following PHN activities. For example:

o Outof 2,691 responses to Workforce Education and Awareness post-event surveys, 89%
were positive, 8% neutral, and 3% negative.

o More than 95% of feedback on Awareness in the Community activities was positive
(1,959 responses).

e Significant community and workforce use of an interactive map displaying pharmacies
stocking core palliative care medicines in metropolitan Melbourne. For example, the
map has been accessed almost 16,000 times, a 241% increase since June 2023.

In each of these three categories, PHNs delivered activities in partnership with other
organisations. Partner organisations included peak bodies, local NGOs, local government,
community service providers, or hospitals and health services.

However, for Priority Populations and Coordination and Integration, insufficient data was
available to make an assessment of the impact of PHN activities. What data was available
pointed to generally positive observed impacts. For instance, 92% of participants (90 total) in a
Brisbane South PHN activity to upskill the interpreter workforce in palliative care settings
demonstrated increased understanding of palliative care. However, more data is required to
enable an assessment of the impact of activities for these two categories at Endpoint.

8.2 The Endpoint Evaluation

Based on the data received at the Midpoint Evaluation:

e Most PHN activities identified at Midpoint are meeting the needs of their PHN region, as
identified in key guiding documents such as Health or Palliative Care Needs
Assessments and Healthy Ageing Strategies.

e There is significant uptake nationally in PHN-driven palliative care education and
awareness workshops by a wide range of health professionals.

e The importance of partnerships and collaboration to deliver successful program
activities continues to be highlighted.

e Projects with the potential for greater impact often include longer-term planning,
sustained efforts, pilot and trials, or PHNs working together towards shared goals.
Examples of this include projects in Regional Victoria and Metro Brisbane, where PHNs
have collaborated to engage with stakeholders over long periods of time and
combined resources to provide financial incentives.

e Targeting General Practice quality improvement continues to remain a gap for PHNs
with only 8 activities occurring overall in this space. This is likely due to the challenging
nature of engaging time-poor GPs who have competing priorities.
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The GCfAHPC Endpoint report will continue the discussion of the outcomes, impact, design
and implementation of PHN activities under the Program. A greater depth and breadth of data
will allow for additional and more nuanced analysis on the impact of PHN activities.

The questions we will seek to explore further at Endpoint may include:

e Whatis the impact of activities that are completed by one or more PHNs involved?

e What are the enduring strengths and enablers of the Program that have continued from
Baseline through to Endpoint?

e What are the key palliative care reforms and system changes that have occurred over
the duration of the Program in Australia, and do activities continue to align to
contemporary system needs and gaps?

e How should the program be modified to enable a greater impact in the future?

8.3 Next steps

The purpose of the Midpoint report is to determine the progress of PHN activities as part of the
GCfAHPC Program. This report highlights progress made since delivery of the Baseline report,
challenges and barriers faced and overcome by the PHNs, and, using available data, a tentative
assessment of the impact of these activities.

Next steps for the GCfAHPC Evaluation include:

e Updating data collection tools, such as PHN and service provider surveys, for use in the
Endpoint Evaluation.

e Engaging data custodians including the OACP, AIHW and the University of
Wollongong's Palliative Care Outcomes Collaboration to ensure data sets are ready for
use at Endpoint.

e Communicating key dates, requirements and opportunities for engagement to PHNs
ahead of the Endpoint tranche of the GCfAHPC Evaluation.
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Appendix A: Glossary

Table 9: Glossary of terms

ACCHO Aboriginal Controlled Community Health Organisation
ACP Advance Care Plan

ACPA Australian Community Pharmacy Authority
AIHW Australian Institute of Health and Welfare
APHN Adelaide PHN

AUSLAN Australian Sign Language

AWP Activity Work Plans

BNPHN Brisbane North PHN

BSPHN Brisbane South PHN

CAEOLC Care at the End of Life Collaborative
CALD Culturally and Linguistically Diverse

CALD Culturally and Linguistically Diverse
CCQPHN Country to Coast, Queensland PHN
CESPHN Central and Eastern Sydney PHN
CHNPHN Capital Health Network PHN

CML Core Medicines List

CoP Community of Practice

CPD Continuing Professional Development
CSAPHN Country South Australia PHN
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DDWMPHN Darling Downs and West Moreton PHN

DLI Death Literacy Index

DHDA Department of Health, Disability and Ageing

ECHO Extension for Community Healthcare Outcomes

ELDAC End of Life Direction for Aged Care

EMPHN Eastern Melbourne PHN

EOLC End of Life Care

FTE Full Time Equivalent

GCfAHPC Greater Choice for At Home Palliative Care

GCPHN Gold Coast PHN

GP General Practitioner

GPHN Gippsland PHN

GPMP General Practitioner Management Plans

HELP Healthy End of Life

HNCPHN Health North Coast PHN

HNECCPHN Hunter New England and Centre Coast PHN

INCA Integrated Share Care Planning Platform

LGBTIQA+ Lesbian, Gay, Bisexual, Transgender, Intersex, Queer/questioning,
Asexual

LHD Local Health District

LHN Local Health Network

MBS Medicare Benefits Schedule
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NBMPHN Nepean Blue Mountains PHN

NGO Non Government Organisation

NQPHN North Queensland PHN

NSPHN Northern Sydney PHN

NTPHN Northern Territory PHN

NWMPHN North Western Melbourne PHN

OACP Office of Advance Care Planning

PAG Project Advisory Group

PCAM Palliative Care Access to core Medicines
PCOC Palliative Care Outcomes Collaboration
PEPA Program of Experience in the Palliative Approach
PHN Primary Health Network

PHT Primary Health Tasmania

PSA Pharmaceutical Society of Australia

Ql Quality Improvement

RACH Residential Aged Care Home

RACH Residential Aged Care Home

SAPMEA SA Postgraduate Medical Education Association
SDA Specialist Disability Accommodation
SEMPHN South Eastern Melbourne PHN

SESLHD South Eastern Sydney Local Health District
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SIL Supported Independent Living

SWSPHN South Western Sydney PHN

TCA Team Care Arrangements

WAPHA Western Australia Primary Health Alliance
WNSWPHN Western New South Wales PHN

WQPHN Western Queensland PHN

WVPHN Western Victoria PHN
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Appendix B: PHN activity alignment to Health
Needs Assessments and Healthy Ageing Strategies

Scope

Scyne analysed Health Needs Assessments and Health Ageing Strategies published by PHNs
as part of Midpoint analysis, to assess whether PHN activities under the GCfAHPC Program
were appropriately targeting the needs of the community (i.e. priority areas).

Assumptions and Limitations

e Not all activities being undertaken by PHNs were assessed. Only those activities
aligning to identified priorities were examined.

e Health Needs Assessments, Palliative Care Needs Assessments and Healthy Ageing
Strategies were accessed through publicly available information online through PHN
websites.

e Alignment of activities to priority areas is contingent on the information provided by
PHNs during the Midpoint data collection and evaluation process.

e Where activities aligned to a specific Needs Assessment or Healthy Ageing Strategy
priority area was not identifiable, this was noted.

e Needs Assessments and Healthy Ageing Strategies do not always have a sufficient level
of granularity however, where identified priorities appear to encompass palliative care,
these were included in the alignment analysis.

e Notall PHNs published a Healthy Ageing Strategy and the publication dates of
available strategies also vary.

Analysis of the alignment between Health Needs Assessments, and Healthy Ageing Strategies
to community needs

e Overall, there is a reasonable level of alignment between PHN activities and priority
areas identified in Health Needs Assessments.

o A high level of alignment was identified for 61% of identified priority areas (72/118).
Often there are multiple PHN activities responding to priority areas.
Low/no alignment was recorded for 31% of identified priority areas (36/118).
A medium level of alignment was recorded 9 times. No relevant priorities were identified
in Western Victoria PHN's Health Needs Assessment, however, a short-term Primary Care
Palliative Care Working Group was established to inform future priorities and activities of
the Program.

o ltisimportantto note 14 of 29 PHNs conducted a stand-alone Palliative Care Needs
Assessment, which will be further analysed as part of Endpoint evaluation.
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e This suggests that PHNs are prioritising particular priority areas based on available
resources and funding.
e No Health Ageing Strategy was identified for most PHNs (23/29).

o Where a Strategy was identified a high level of alignment between PHN activities and
identified priority areas was detected in 10/16 cases. Low/no alignment was recorded in
5/18 cases. There was one instance of a medium level of alignment.

e Aswith Health Needs Assessments, this suggests PHNs are prioritising where to focus
their efforts based on available resources and funding.
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Appendix C: PHN activity case studies

Appendix C showcases a selection of PHN activities designed and implemented as part of the
Program. These were selected to showcase with the aim of highlighting the diversity of activity

across regions, locations, rurality and demographics.

A summary of the case studies is summarised on Table 10 below

Table 10: PHN activity case studies summary table

I

1 Country South Australia PHN Palliative Medication Proficiency
Education

2 Western Australia Primary Health Alliance  Palliative Care Champion project in
(Perth North PHN, Perth South PHN and General Practice
Country Western Australia PHN)

3 Australian Capital Territory PHN (Capital ACT Breathlessness Intervention Service
Health Network) (ABIS)

4 Regional Victorian Collaborative (Murray Palliative Care Quality Improvement
PHN, Gippsland PHN and Western Victoria Project
PHN)

5 Central Queensland, Wide Bay and Advance Care Planning (ACP) in
Sunshine Coast PHN (Country 2 Coast Community
PHN)

6 Metropolitan Melbourne PHNs (Eastern Palliative Care Access to core Medicines
Melbourne PHN, North Western (PCAM)
Melbourne PHN and South Eastern
Melbourne PHN)

7 Brisbane South PHN Upskilling the interpreter workforce in

palliative care settings
8 Brisbane North PHN Living and dying well for people with

disability: palliative and end of life case
knowledge framework
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Palliative Medication Proficiency
E d u Catl 0 n Project was completed at Midpoint (2024) as par!.'-of a
. id ffo i liati d
Country South Australia PHN e T R ovimation 1+ e
Overview and objectives of the Project How it was implemented

CSAPHN developed a free online education ! A free two-hour Online Program
course focused on palliative care medication, suitable for GPs, palliative care

specifically addressing syringe driver use and nurse practitioners, aged care,

opioid prescribing. clinical staff and other interested
This course supported the ongoing continuing __ health professionals.

professional development of general [ : ) Program Content includes:
practitioners and primary health workers across (BT % Planning for end-of-life care in the
Country South Australia. home setting.

It is widely recognised that competence and “ Ifjentlfylng the terminal phase of
confidence in syringe driver use, and palliative i |'ﬂ_9"j .

opioid prescribing are areas of need within the * Initiating subcutaneous

primary health workforce. medications.

% Practical information for starting a
subcutaneous infusion device
(syringe driver).

% Steps to take after death occurs at
home.

Impact and Outcomes

All learning outcomes were either

Several factors contribute to this, including a
lack of available training and financial and time
constraints which impede access to training
and best practice education.

partially or entirely met as indicated by 9 8 o/
participants. o
of participants believed that learning
Learning outcome 5: Understand how to use outcome of “recognising signs that
syringe drivers (n=47) indicate when a patient is approaching
a5 the terminal phase of life” was entirely
met

= 96%

entirely met partially met Of participants understand how to use
syringe drivers as a result of the course

One of the benefits of using a syringe driver is
that multiple medications can be combined
and administered concurrently over a 24-hour o
period to help to maintain patient comfort. A 8 7 /o
workforce with greater confidence and
competence in using syringe drivers, means
more individuals in the community are able to
access palliative care at home and have their
preferences for end-of-life met.

of participants are extremely likely or
very likely to recommend the course

*Based on course evaluation data made available by Country SAPHN for period 1 May to 31 July 2024



Palliative Care Champion project

in general practice

Western Australia Primary Health
Alliance (PNPHN, PSPHN, CWAPHN)

Project is ongoing as part of a wider PHN
effort to improve palliative care access and
coordination

Overview and objectives of the Project How it was implemented

The Palliative Care Champion project aims to
build GP and general practice capacity and
capability to implement a consistent approach
to advance care planning (ACP) as part of
routine health assessments for older people and
those with complex chronic disease.

The project aims to:

<+ Improve awareness and access to palliative
care at home and support end-of-life care
systems and services in primary care and
community care.

<+ Enable the right care at the right time and in
the right place to reduce unnecessary
hospitalisations.

% Generate and use data to support continuous
improvement of services across sectors.

% Promote end of life choice through the
proactive promotion of ACP.

%+ Optimise MBS item reimbursement to
support ACP and palliative care provision.

In 2023/24, a pilot was undertaken to test
this project with one general practice in
each Western Australian PHN region.

R
1
& 24 GPs

Each site completed a series of baseline
audits which include:

3 General Practices
(1 in each PHN)

11 Practice
Nurses

% ACP and Palliative Care Organisational
Audit.

% Learning Needs Analysis Survey (for GPs
and Practice Nurses).

% After Death Audits.

The pilot has shown great results and a
further @ GP practices will be provided with
a small grant to support the role of
Palliative Care Champion in FY 2024/25.

Impact and Outcomes of the pilot

Activities and resources provided for
General Practices

Dashboard developed to measure key
data points related to routine health
assessment eligibility and uptake.

N, Fact Sheet on Planned Palliative Care
é MBS items was developed and
provided to each practice.

Training and resource kit

« Developed a script for practice
nurses - Introducing ACP in general
practice.

« Monthly Community of Practice
meetings for palliative care
champions.

ACP consumer resources including
# " CALD resources

Influencing care provided to

m 3,5 1 9 older Australians

®

supported by the three pilot sites.

Impacting the care of 1 ,0 30

patients with complex needs and
potentially unmet palliative care needs
who might have otherwise not received
palliative care options/ information.

Built relationships with 35 clinical

staff across the three sites as well as
their support team within each practice
who can positively impact patient care.

Assist these practices to build capacity
and capability in the use of Best
Practice software.



Breathlessness Intervention Service (ABIS)

Australian Capital Territory Primary Health Project was completed at Midpoint
. {2024) as part of a wider PHN effort to
Network (Capital Health Network) improve pallitive care access and

coordination in the ACT

Overview and objectives of the Project

Chronic breathlessness due to life threatening illness is a frequent reason
for Emergency Department visits and hospital admissions. Growing

| research supports the use of symptom-based care to lessen effects of
breathlessness. Symptom-based care can:

*

% reduce impacts of breathlessness
improve quality of life

»
o 4

*e

» assist families/carers
% potentially reduce hospital admissions
CHN worked in collaboration with multiple partners, consumers and

clinicians to co-design and develop a pilot of a home Breathlessness
Intervention Service.

How it was implemented

! ABIS was a 12-month pilot co-designed with consumers and clinicians
funded by ACT PHN. Implementation of ABIS as a GP quality
improvement project commenced in March 2023, and ended in

December 2024. The program offers GP referrals to physiotherapist and
nurse-delivered home visits to patients suffering persistent
breathlessness due to chronic disease.

% Patients were eligible if they had a score =2 on a scale assessing
degree of baseline functional disability due to feeling breathless
(mMRC).

% Referrals are invited from general practice and respiratory services.

% Interventions are non-pharmacological and address the ‘breathing,
thinking and functioning’ components of breathlessness.

% Interventions aimed at both the patient and carer.

Partners leveraged for the project PHN Population snapshot

| . , , :
@ % Southside Physio (pilot 22.5% - the ACT has the highest rate of
|

+*

delivery) lstve cliarts nat - :
< University of Technology palliative clients nationwide (per 10,000)

Sydney (pilot evaluators) o : :
& ACT Specialist Palliative 8.4% - Average annual increase in

Care hospitalisations for palliative care in the
% GPs (16 practices) ACT (2014-15t0 2018-19)



Breathlessness Intervention Service (ABIS)

Australian Capital Territory Primary Health Network
(Capital Health Network)

Impact and Outcomes
|
@ patients referred to ABIS (to July 2024) who would have

=X otherwise continued without learning to self-manage their breathlessness.

: ' All 5 9 patients who completed the initial trial achieved
'S

improvements on at least one outcome, such as mastering
breathlessness and reducing breathlessness severity.

o
7 5 A’ of carers who participated in the workshops during the
pilot reported improvements in confidence in caring for the patient.
Patients and carers reported mental benefits because of training. Very
few had received support for management of breathlessness.

managing breathlessness using the techniques they learned through
ABIS (based on self-report phone follow- up conversations with patients

, On 44 occasions patients avoided calling an ambulance by self-
/! @
of 115 patients after completing the program).

Number of patients referred per month, by specialty (n=124)

25
20

10

Mar-May '23 Jun-Aug '23 Sept-Nov'23 Dec '23-Feb'24 Mar-Jun'24

Specialty type

GP Respiratory Geriatrics Renal

T www.chnact.org.au/for-consumers/trials



Palliative Care Quality Improvement
project

Project is ongoing as part of a wider PHN
Reg lonal Victorian PHNs (Murra Y effort to improve palliative care access and
Gippsland and Western Victoria) coordination

P %
PH N The Murray PHN region has 18.6% of its population

Fast aged over 65 years, similar to Western VIC PHN
ctoria 153 (17%), (VIC 15.3%), with Gippsland PHN having a
Fa cts : ) . : _ bigger prevalence, with 1 in every 4 adults® 3% 3233
0 20 25
(@) [ﬂ In 2019-20, there was a 24% increase in preventable hospital admissions

glﬂ and Emergency Department presentations due to dementia, in the
Murray PHN region®?

Dementia remains the second most common cause of death among
all people in the Gippsland and Murray PHN regions and still highly

prevalent in the Grampians-Wimmera regions in Western Victoria

Source: Palliative Care Quality Improvement Toolkit for general practices in Victoria, by regional Victorian PHNs

Overview and objectives of the project

The project involves a collaboration between the three regional Victorian PHNs who are
piloting a Palliative Care Quality Improvement Toolkit in general practices to support GPs in
improving timely identification, response and management of patients living with life-
limiting illnesses.

The pilot sought to address known challenges in the catchments related to:

1. Low identification of patients living with life limiting illness.

2. High rate of preventable hospital admissions.

3. Need for models of care to address clinical deterioration of patients.

4. Need for upskilling of workforce required in areas such as Advanced Care Planning,
Palliative and End of Life care.

How it was implemented

|

18 General Practices across 3 PHNs involved in pilot

Phase 3 (started Sept '24)
Phase 1 (complete Phase 2 (complete B A
Ql toolkit éevelzpm;nt >»> 12-mo(nth pri,lot ! »> Interna:éeggxitéon and
Check-ins 3 X quaity 6 Completed After
9 X PEPA - Death Audit
with PHN project improvement N o i Desth
staff : . activities tp be to be completed [Heracy Index &t
* Orientation undertaken in each by each practice Shellof project

* Monthly meetings practice



Palliative Care Quality Improvement

project
Regional Victorian PHNs (Murray, Gippsland and Western Victoria)

lementation activities

Established clinical meetings to Upskilling workforce on
discuss palliative care patient journeys palliative care knowledge

New internal mechanisms to identify Increased Advanced Care
patients who would benefit from Planning
palliative care discussions

. forral EH Utilising online systems for
Reviewing resources / reterra =] when patient is being seen by

pathways another GP in residential

Introduced a focus on 75+ Health aged care

assessments

Impact and Outcomes

@ ' The QI Toolkit is being well received and implemented in pilot sites

S 92% 100%

of surveyed practitioners agree of GP staff part of the project who
that the project has increased also attended associated Advance
Advanced Care Planning Care Planning workshops would
discussions recommend it to a colleague

General practice staff members part of the project were invited to attend Advance Care Planning (ACP)
workshops. There is evidence that those that attended have increased knowledge and skills of ACP.

Percentage of attendees confident in Percentage of attendees confident in
‘Understanding the law regarding ACP' ‘Understanding the patient's right to limit or refuse treatment’
preworkstor (@ 11%  rreworcsior (D 33.3%

rostworksrior (D 100% rostworasior (GGG 100%

Percentage of attendees confident in Percentage of attendees confident in
‘Initiating an ACP discussion’ ‘Completing ACP documentation’
preworksHor  CRED 33.3% rreworksior @D 11.1%
rostworksior T 100% rostwomsqor D 87.5%
Percentage of attendees confident in Percentage of attendees confidentin
‘Discussing the role of the medical treatment decision “Locating resources to support ACP'
maker’
rreworksror (D 22.2% rreworcsior (D 22.2%

POST WORKSHOP — 100% FOST WORKSHOP — 1GO%



Advance Care Planning
(ACP) in Community

Central Queensland, Wide Bay and Sunshine Coast PHN
CCQPHN Fast Facts (as at June 2019)

Project is engoing as part of a wider
8 7 7 1 1 PHN effort to improve palliative care
K residents e 1 M projected by 2036 access and coordination

CCQPHN scoped the level of existing awareness

21.7% 3.6%

70% of respondents stated they had

Aged 65and  Aboriginal and/or thought about their future health care.
above Torres Strait
Islanders Respondents felt the most important

times to complete an ACP was if:

5.4% 66.90/0 + they were diagnosed with a terminal

Born in non- living outside of illness
English speaking  metropolitan + they became too old and frail
countries areas + they were diagnosed with dementia

Activity objectives How it was implemented

CCQPHN's ACP project aims to raise % Train-the-trainer education programs

awareness, understanding and for volunteer community members, to
confidence in ACP in the ensure a sustainable program.
community. It is delivered in % The provision of evidence-based
partnership with the Queensland resources to local clinicians to build
Office of Advance Care Planning aWareness.
(OACP) and includes: % Sharing standardised documentation,
% acommitmentto improving ACP and.
literacy % Establishing community champions
% earlier engagement with ACP who facilitate community discussions,
%+ increasing accessibility to key promote ACP, and assist with
resources navigation of resources and support.

The role of a volunteer ACP community Champion

Define: and facilitate formal and Promote: the advantages of ACP
informal community ACP to the local community.
discussions.

Direct: Assist community Connect: community members
members in accessing support and to the Statewide Office of
resources. Be a source of Advanced Care Planning and

information about further support. Queensland ACP documents.




Advance Care Planning (ACP)

in Community
Central Queensland, Wide Bay and Sunshine Coast PHN

Impact and Qutcomes

6 1 2 total participants over 64 hours of ACP education

47 5 Community members accessed 42 hours of ACP education
GPs and health clinicians accessed 7 hours of ACP education

4 1 ACP champions accessed 15 hours of ACP education

(o)
8 0 /O of respondents reported improved confidence and awareness

Survey results Bl Pe% Post %

Awareness of ACP Confidence accessing and completing an ACP

92% 95% 93% 87%
78%)
55%
49%
44%
42% 34% 35%

Are you aware of the  Are you aware ofthe  Are you aware that lam confidentthat! | feel confident | feel canfident to
role advance care  impact advance care participating in know howto access  enoughto askmy  complete my ACP
planning plays in your planning can have on advance care planning ACF forms nurse/doctor about
healthcare? the care you are given early in life is ACP
at the end of your life? impaortant?
I

— around ACP has the potential to:

v Empower and prepare community
82% 84%) L members by helping individuals to
understand the importance of planning
for future health care decisions
v Improve access to right care, at right
time and right place
v Has potential to reduce unnecessary
hospitalisations
| understand the role | understand that | understand how to v Lead to more efficient utilisation of
of the Statewide  there are three main  store these ACP healthcare resources
Office of ACP Queensland ACP documents v' Enhance formal and informal community
documents support

20% 21% 20%



Palliative Care Accessto core [/~
Medicines (PCAM)

Metropolitan Melbourne PHNs (EMPHN, Project is ongoing as part of a wider PHN
NWMPHN & SEMPHN) effort to improve palliative care access and

coordination

Overview and objectives of the project How it was implemented

The PCAM project aims to support palliative
care in the community with a focus on end-of-
life care through enhanced planning and
access to essential medicines to aid people
who wish to die at home.

The PCAM Project established the CML in
2022. A broad range of communication and
engagement activities were conducted within
the PHNs and PSA networks to create
awareness and encourage community

Partnering with the Pharmaceutical Society of pharmacies to stock the CML including:
Australia (PSA), a Core Medicine List (CML) was

established in consultation with local palliative % Letter of iqtent for provision of PCAM
care providers and an interactive map of project to increase awareness and
pharmacies was developed of pharmacies encourage pharmacies to commit to
stocking CML medications. stocking CML. Pharmacies completed the

Letter of Intent to signal their participation

The project aims to: in the project.

< Increase the number of community
pharmacies stocking CML medicines

% Increase awareness of anticipatory
prescribing

» Enhance collaboration between GPs and
community pharmacists

“» Improve timely access to palliative care
medicines for patients

< Engagement with pharmacy banner groups
to cascade information to their member
pharmacies and encourage participation

I The PCAM Online hub: An online repository for pharmacists
O 1| and health professionals on the PSA website with relevant resources

including: 0@
. 0 o o . LI
An embedded map of participating pharmacies %o Sellin
* Frequently asked Questions Sodits
. . . i .
+ Links to recordings and webinars %‘*%%%:
+ Alist of resources regarding palliative care g% i °

« Letter of Intent for Pharmacists

Impact and Outcomes
3 05 Participating pharmacies >1 00%

committed to stocking
CML. All ean be found Rise in number of participating
on the interactive map. pharmacies from Nov '23-Oct 24

Increased and continuing commitments from pharmacies to stock CML:
v Enhances community access to palliative care medicines
v Improves access to right care, at right time and right place

| . N -
= ! v Has potential to reduce unnecessary hospitalisations



Upskilling the interpreter workforce
in palliative care settings

1 1 Project was completed at Midpoint (2024)
Brisbane South Primary Health rojectwas complted at Midpoint (202
N e‘two rk palliative care access and coordination
Overview of the project Objectives of the project

This project aimed to provide % Improved outcomes for CALD
professional development consumers of palliative care.
training to upskill practicing * Improved kpowledgg E”_Wd
professional interpreters working unde.rs:canc-img of palliative care.
in, or intending to work in % Upskilling interpreters to feel
palliative care settings. better equipped with palliative
care conversations.
BSPHN worked with 2M * Creating resources for
training and awareness for palliative care conversations
language interpreters on how to * Raise awareness of the role of
access ACP and palliative care | Interpreters.
information, services, and “ Attractinterestamongst
communicating these to CALD interpreters to work in palliative
communities. care settings.

How it was implemented
' Face-to-face Ons:ite: visits to "E} Discussions guided
R palliative care ﬁ by a facilitator

trainin )
i [ 9 settings
' Interpreters from regional Queensland and Project
|| @ interstate were invited to attend hybrid partnerships
components of the training. A video-library of

2M Language

resources was created for interpreters who :
Services

could not attend in person.

The most significant change for interpreters has been reported as understanding palliative care:

“Better, understanding [of the demands] of both palliative care and
self-care "*

*information sourced from PHN and 2M Final Project Report: Upskilling the Interpreter Workforce in Palliative Care Settings



Upskilling the interpreter wor <force

in palliative care settings
Brisbane South Primary Health Network

92% 87%

increase in increase in
Attendees understanding of ‘ confldence_ .
across events palliative care principles interpreting palliative
(FY23/24) il i e care settings

*see short term outcormnes

Short term outcomes

Improved knowledge of palliative care in interpreter workforce.

Increased comfort and confidence translating palliative care,

medical and end-of-life discussions.

% Enhanced ability to aid health consumers with language barriers to
navigate palliative care and end-of-life needs.

% Improved overall interpreting skills in palliative care conversations

to better support CALD health consumers in meeting their care

preferences and needs.

Medium Term Outcomes

0 * Increased number of interpreters willing and able to participate in
| teams around palliative care.
'S

* Improved quality of palliative care discussions between
consumers, loved ones and the multidisciplinary team.

%+ Potential to increase the number of interpreters willing to work in

palliative care setting.

L
*
*
»

i .‘

Long Term Outcomes

' “+ Improve cultural safety of palliative care provided by the
multidisciplinary team.
< Improve the quality of palliative care received by CALD health
consumer.
%+ Potential to increase the quality and volume of information about
palliative care to CALD community members.

% Potential to increase the number of CALD community members
having access to palliative care.

*information sourced from PHN and 2M Final Project Report: Upskilling the Interpreter Werkforce in Palliative Care Settings



Living and dying well for people with
disability: palliative and end of life care

knowledge framework

Brisbane North PHN

Overview and objectives

Project is ongoing as part of a wider PHN
effort to improve palliative care access and
coordination

Intended outcomes

The framework is designed to ensure
people with disabilities receive dignified
and appropriate palliative and end-of-life
care.

The project aims to:

% Create a comprehensive knowledge
framework to guide and help care
providers who support people of any
age with any disability and life-limiting
conditions.

% Describe the knowledge care providers
need when they support people with
disability though their palliative and
end-of-life journey.

% Share education and training resources
for people working in disability and
health.

<+ Enhance the knowledge and skills of
disability service providers and care staff
to deliver high-quality palliative and end-
of-life care.

“+ Improve equitable access to palliative
care for people with disabilities by
implementing a co-designed action plan.

+ Support communication between
healthcare providers, individuals with
disabilities, and their families to ensure
care preferences are understood and
respected.

+ Promote dignity and choice by providing
tailored care to individuals with
disabilities that aligns with their wishes
and needs.

*» Build a community network that shares
resources, experiences, and best
practices in palliative care for people
with disabilities.

Figure 1: Life period covered by the framework

Diagnosis

|

Death

Curative Treatment

End of life
care

Palliative Care Bereavement

Grief

SE—
Palliative and end of life care knowledge framework

* People with disabilities and their carers  *

| » Disability and palliative care
organisations
» Disability service providers
I -
* Specialist palliative care services
* Community palliative care services

Disability accommodation providers .

The framework was developed in consultation with:

Services that support people with
disabilities in hospitals and health

» Aboriginal and Torres Strait Islander
services

General practitioners

+ Government departments

» Academics and researchers




Living and dying well for people with

disability: palliative and end of life care

knowledge framework

Brisbane North PHN

The framework consists of:

13 identified domains of palliative care knowledge (e.g. collaboration,
recognizing the need for palliative care).

Each domain sits under one of 2 levels. Some domains includes knowledge

that applies when caring for an individual (direct care level), while others
apply to the management of organisation and services (service level).

‘Collaboration’ is a domain that sits across both levels.

disability sector or the health sector.

Each domain has an identified lead or co-lead sector, who would take
responsibility for coordination of the domain. Leads can include the

Underpinning the framework is the sector and policy level which represents

the input from authorities, legislation, government policy, programs, and
strategies. It is included in the framework to acknowledge that practice is

influenced by, and will influence, sector and policy level

Potential community impact and outcomes

® Increased access to services for
| people with disabilities, ensuring
they receive the same level of care
as others.

Improved quality of care through
enhanced skills and knowledge to
ensure that individuals with
disabilities receive care that meets
their specific needs and preferences
and leads to better outcomes.

Community awareness to increase
awareness about the importance of
palliative care for people with
disabilities can lead to broader
community support and
understanding.

122
m

Better coordination of services to
encourage collaboration between
service providers ensures a more
integrated and coordinated approach
to care, and efficient use of resources
helps to maximise the impact of care
provided.

Community-based care ensuring
individuals can receive supportin a
familiar and comfortable environment.

Strengthened support networks
supported families and caregivers by
providing resources and support for
families and caregivers, as well as the
general community fosters a more
inclusive and supportive environment.
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