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Introduction
This is the final report of the South Western Sydney PHN (SWSPHN) Peace of Mind Project (the Project). 
The Project commenced in January 2018 following the submission of a successful expression of interest 
(EOI) to the Commonwealth Department of Health for funding under its Greater Choices for At Home 
Palliative Care measure. 

	Î SWSPHN submitted an EOI focussed on improving palliative care access in the place of choice 
for people with dementia. This had been elucidated through needs assessment activities and the 
following factors informed this strategic direction: 

	Î Population planning estimates predicted significant growth in the ageing population in the region to 
2030 and beyond;

	Î There were forecasts of major increases in the incidence and prevalence of dementia in our region 
(see table 2 below);

	Î The joint position statement released by Palliative Care Australia and Alzheimer’s Australia1 (now 
Dementia Australia) had described the difficulties people with dementia may experience accessing 
“appropriate palliative care that responds to their needs and respects their wishes”; and

	Î There was no data available about the number of people with dementia who had received palliative 
care in the region.

This report represents a summary of the work undertaken, successes and learnings of the Project to 30 
June 2021. 

Dementia
The World Health organisation describes Dementia as “a syndrome – usually of a chronic or progressive 
nature – in which there is deterioration in cognitive function (i.e. the ability to process thought) beyond 
what might be expected from normal ageing. It affects memory, thinking, orientation, comprehension, 
calculation, learning capacity, language, and judgement. Consciousness is not affected. The impairment 
in cognitive function is commonly accompanied, and occasionally preceded, by deterioration in emotional 
control, social behaviour, or motivation.

Dementia results from a variety of diseases and injuries that primarily or secondarily affect the brain, such 
as Alzheimer’s disease or stroke.

Dementia is one of the major causes of disability and dependency among older people worldwide. It can 
be overwhelming, not only for the people who have it, but also for their carers and families. There is often 
a lack of awareness and understanding of dementia, resulting in stigmatisation and barriers to diagnosis 
and care. The impact of dementia on carers, family and society at large can be physical, psychological, 
social and economic”.2
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A snapshot of dementia 

The number of people with dementia in SWS is expected to increase by 84.2% from 10,513 
in 2016 to 19,367 people by 2031 3

Dementia is the second leading cause of death of Australians contributing to 
5.8% of all deaths in males and 11.3% of all deaths in females each year 4

In 2020, it is estimated almost 1.6 million people in Australia are involved in the care of 
someone living with dementia 4

In 2020, there is an estimated 459,000 Australians living with dementia 4

People with dementia account for 52% of all residents in residential aged care facilities 4

Aboriginal people over 60 years of age, who live in urban areas, have very high rates of 
dementia (21%), which is three times higher than the non-Indigenous population 3

Dementia is the single greatest cause of disability in older Australians (aged 65 years or 
older) and the third leading cause of disability burden overall 4

Currently an estimated 250 people are developing dementia each day 3

In 2016, an average of 36 people died per day where dementia was the underlying cause of 
death 3

Dementia prevalence is growing in South Western Sydney (SWS) as the region is experiencing a 
significant growth in the older population 3.  The number of people over 70 years of age is expected 
to increase from 84,350 people in 2016 to 161,350 older people in 2031 (91%). The growth over the 
following 15 years is expected to be particularly significant amongst those over 85 years of age, with an 
increase of 92% equating to an additional 14,660 people. 

The estimate of dementia prevalence in the SWSPHN region in 2016 was 10,513 people. It is forecast 
that this will increase by 84.2% to 19,367 by 2031. Research commissioned by Dementia Australia 5 6, 
predicts further growth to 2058 as shown in table two. The significant growth in dementia is likely to put 
pressure on health services within the region if it is not considered in planning for future services including 
palliative. 
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Table 2: Dementia prevalence estimates to 2058 in SWS Local Government Area

LGA 2021 2058 % Growth

Canterbury -Bankstown 6413 14315 223.22

Camden 1137 6109 537.29

Campbelltown 2360 7405 313.77

Fairfield 3673 9081 247.24

Liverpool 2901 9549 329.16

Wingecarribee 1510 2486 164.64

Wollondilly 793 2440 307.69

Dementia and palliative care literature review
Internationally, the World Health Organisation 
supports the implementation of a palliative 
approach for people living with life limiting and 
life-threatening health problems. They also 
suggest most palliative care needs do not 
require specialist palliative care but can be met 
by generalist health care team including GP’s and 
Registered Nurses with some basic training and 
understanding of palliative care. They see the 
implementation of palliative care into primary 
health care as essential to ensuring the relief of 
suffering for people living with serious or life-
threatening conditions7.

Nationally, a palliative approach to care is the 
expected model of care for all people with a 
life limiting or terminal illness. This is evidenced 
through the National Palliative Care Strategy and 
National Palliative Care Projects8, and specific 
palliative care funding for national programs such 
as: 

•	 End of Life Directions for Aged Care (ELDAC)

•	 CareSearch palliative care knowledge network

•	 Palliative care curriculum for undergraduates 
(PCC4U)

•	 Program of Experience in the Palliative 
Approach (PEPA)

Within NSW, the Palliative and End-of-Life Care 
Blueprint for Improvement9 recognises and 
supports the palliative approach for people with 
life limiting illnesses and more recently the End of 
Life and Palliative Care Framework 2019 – 202410. 

At a local level, the South Western Sydney Local 
Health District developed an advance care 
planning, end of life and Palliative Care strategic 
plan for 2015-2021 as the guiding document for 
service delivery and planning cross the health 
district11. 

An outstanding theme of the dementia and 
palliative care literature is the realisation 
dementia is not seen as a terminal illness either 
by the community as a whole or by health 
professionals12. There is therefore a failure to 
link dementia care with palliative care13 and this 
further extends to a lack of recognition that 
dementia is a life limiting or terminal illness. 
McInerney et al13 found in an online course 
on dementia that there was little direct link or 
understanding of the relationship between 
dementia and palliative care. This showed a 
limitation in the health literacy, information and 
education being offered regarding dementia 
and its essential connection to palliative care. 
Conversely, palliative care has been very closely 
related in the general thinking with dying and 
not traditionally seen as a three-phase process. 
The study also showed ‘there was a greater 
focus on the event of death rather than the 
process of dying which is very problematic as 
the dementia trajectory may take weeks or 
months with associated symptom burden being 
undermanaged’.

A direct consequence of this is people living with 
dementia, and suffering from the symptoms 
associated with end stage dementia, are not 
receiving palliative care support, either through 
referral and specialist review or as part of an 

https://www.eldac.com.au/
https://www.caresearch.com.au/caresearch/tabid/80/Default.aspx
https://pcc4u.org.au/
https://pcc4u.org.au/
https://pepaeducation.com/
https://pepaeducation.com/
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overall health approach14 15 16. There is a lack 
of implementation of a palliative approach 
for the people with dementia and they are 
underrepresented in palliative care17, yet their 
symptoms can be significant and challenging 
and further complicated by the often multiple co 
morbidities of people with this condition and the 
frailty of advanced age16; this disconnect leads 
to people with dementia experiencing poorer 
symptom and pain control 18.

People with advanced dementia would benefit 
from referral to palliative care, or an approach 
guided by a palliative philosophy16 18, yet the 
literature shows the focus is on specialist palliative 
support and often that referral is not made 
and with that there is ‘lack of awareness of the 
palliative approach in end stage dementia’13. 
There is an understanding, or misunderstanding 
that palliative care is purely about the terminal 
phase of illness, and ‘a significant danger in 
Australia of palliative care being care provided 
at the terminal phase’16 and therefore early and 
timely referral for palliative review regarding 
symptom management is often not considered. 
Further complicating this is a difficulty in 
identifying the final stages for non-cancer illness, 
including dementia which also impacts on the 

poor referral rate and therefore outcomes 17. 

The often-slow progression and unpredictable 
nature of decline with dementia also impacted 
on health practitioner’s ability and confidence 
in identifying the end stage and planning 
accordingly. In addition, the frailty of advanced 
dementia with age and the complexity of co 
morbidities also impacts on this unpredictability 
of decline and death19. The policy statement from 
Palliative Care Australia and Dementia Australia1 
reinforces the issues of lack of recognition of 
dementia as a life limiting illness and appropriate 
access to palliative care at end of life. 

Advance Care Planning (ACP) has a pivotal role 
in improving quality of life and death for people 
with dementia. Low levels of completion of ACP 
across community settings and confusion around 
which form to complete contributes to low levels 
of ACPs in place for people with dementia. Skills in 
having difficult conversations to complete ACPs 
are not widely available across the aged care 
workforce. The national ACP point prevalence 
study20 showed low levels of completion of ACP 
across the low number of organisations that 
contributed to the study.

EOI
From the literature it had been learned that 
dementia is a life-limiting condition for which 
a palliative approach to care and support is 
recommended from early in the course of the 
disease. Unlike other life-limiting illnesses, the 
dementia trajectory may be long with gradual 
dwindling in the capacity to communicate 
and make decisions without assistance.  In 
addition, the age of the cohort, and the 
prevalence of co-morbid chronic diseases which 
themselves may require palliative care in the 
final stages can lead to associated symptoms 
being undermanaged, yet many people with 
dementia struggle to access palliative care1. 
It was apparent better preparedness for the 
last stages of life using advance care planning 
and engagement with palliative care early in 
the diagnostic process (within the first six 
months) could improve outcomes people 
with dementia, their carer/s and family. 

Based upon this, SWSPHN submitted a successful 
response to the 2017 call for expressions of 
interest (EOI) in the new Greater Choices in At 
Home Palliative Care measure. The project was 
to be named the Peace of Mind project as that 
is what the PHN hoped to bring to people with 
dementia their carers and families through timely 
diagnosis, early engagement with end-of-life 
planning and a palliative approach to care coupled 
with an easier to navigate system. 

Project Aim: The aim will be to improve the end-
of-life journey for consumers, carers and families 
through greater preparedness and knowledge 
through early intervention while the consumer’s 
capacity is intact.
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Project Objectives: 
1.	 To undertake a rapid, but rigorous palliative care needs assessment which will build on the current 

PHN needs assessment, and the findings of the SWSLHD strategic plan for palliative care 

2.	 To develop a health pathway using the HealthPathways methodology tailored to the South Western 
Sydney context that features diversity of cultures and geographies. The health pathway will feature 
clear trigger points for escalation, linkage to and support from Specialist Palliative Care Services 
where required and linkage to bereavement support for carers and families

3.	 To promote timely diagnosis especially of dementia in older people 

4.	 To increase early initiation of discussions with the person, their Carer and family about planning for 
future palliative and end-of-life care 

5.	 To provide education and orientation to palliative care for consumers, Carers and families about 
what to expect during the end-of-life journey 

6.	 To develop informal support networks such as Compassionate Communities with consumers

7.	 To increase awareness and linkage of people with dementia to the SWSLHD PEACH program for 
provision of home-based palliative care packages during and after normal business hours during the 
last weeks of life

8.	 	Development and maintenance of multi-sector partnerships to ensure timeliness and productivity 
continue throughout the project

9.	 The collection and appropriate sharing of salient data 
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The project initiation phase

Project governance structure 
The Project has operated under the governance structure of SWSPHN as shown in Figure 1. The Project 
staff have sat within Aged Care reporting directly to the Integrated Health Team Manager and the 
Aged Care Committee. The Project staff have made annual presentations to the Clinical Council and 
presentations and consultations with the Community Advisory Committee. The Aged Care Committee 
reports to the Clinical Council quarterly by way of meeting minutes. 

Figure 1: SWSPHN Governance Structure

Members

SWSPHN
Board

Audit & Risk
Management

Committee

Aboriginal
Health

Population
Health

Our
Experience

Matters

My Care 
Partners
Steering

Committee

Aged Care

Workforce

Drug
Health

Working
Party

Wollondilly
Health

Alliance

Fair�eld
Health

AllianceMental
Health

Antenatal
Share Care

Working
Party

Bankstown
Local

Health
Council

Camden
Local

Health
Council

Senior
Sta�

Meeting

Sta�
Meeting

Fair�eld
Local

Health
Council

Liverpool
Local

Health
Council

Wingecarribee
Local

Health
Council

Campbelltown
Local

Health
Council

Governance
Committee

Community
Advisory

Committee

Clinical
Council

Executive
Support

Unit

SWSPHN/SWSLHD
Joint Executive

Meeting

SWS Integrated
Care Collaboration



South Western Sydney PHN	 POMP Report 2021

page 8 of 61

Methodology
This section of our report contains a summary of the way the project has been undertaken. SWSPHN has 
employed a range of methods over the course of the Project and the range of activities undertaken. 

In the initial stages of the Project, palliative care was a field in which SWSPHN had limited previous 
engagement beyond findings for early iterations of the PHN Needs Assessment and collaboration with 
the SWSLHD Palliative Care Services in the provision of GP continuing education. 

In the initiation phase, a project lead was recruited internally, and project tasks and workflow planning 
commenced guided by the methodology developed in the Framework for the development of a model of 
care by the NSW Agency for Clinical Innovation21  illustrated in Figure 2 below.  The framework provides 
a useful starting point for a project, describing actions to be taken in each phase of a project to develop 
a new state services based model of care. Some actions were removed after being considered not 
appropriate for a primary care project and others were added. 

Figure 2: ACI framework workflow 
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A project officer position description was developed but the Project was approached by a local business  
the Palliative Aged Care Consultancy Service (PACCS). PACCS was established in June 2010 as a fee 
for service palliative care and complex pain management service providing consultancy and education 
in residential aged care.  The service is based upon the designated linkage worker strategy identified in 
the work of Decision Assist and demonstrated through their linkage projects as enhancing connections 
between aged and palliative care services. PACCS was able to offer in-depth local system knowledge, a 
range of skills within the one service and a valuable network of contacts with local palliative and aged care 
stakeholders.  With time constraints in mind, it was decided to leverage local expertise in preparation for 
the diagnostic phase of the project. SWSPHN contracted PACCS to undertake a rapid but robust needs 
assessment of the local palliative care environment for people with dementia. 

https://www.paccs.org.au/
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The diagnostic phase

Service mapping - palliative care service provision in South Western 
Sydney
Palliative care in South Western Sydney has a three-tiered structure as described by Palliative Care 
Australia1 and shown in Table 3. People with dementia may have needs that fit within any of these groups 
especially those with multiple morbidities.  It can be seen from tables 3 - 5 that there is a range of services 
and clinicians who provide palliative care in SWS. People with dementia can be referred to any of the 
region’s palliative care services that provide care that meets their level of need. Details for referring to 
any of SWSLHD palliative care services across the region can be found in the palliative care requests 
section of the Community HealthPathways website.

Table 3: The tiered structure of Palliative Care in SWS based upon palliative care needs
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Level of need HighLow
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Non-complex Intermediate Complex

People with dementia 
whose level of need is 
straightforward and 
predictable requiring 
support from primary 
care based palliative 
care such as GPs, 
community health 
nurses, residential aged 
care nurses and allied 
health professionals.

Usually do not require 
support from a Special-
ist Palliative Care 
Service.

People with intermedi-
ate and fluctuating 
needs e.g. intermittent 
onset of worsening 
symptoms such as 
unmanaged pain, 
psychological distress 
and reduced functional 
independence.

Consultation or episodic 
care may be needed 
from a Specialist Pallia-
tive Care Service, but 
the person remains with 
primary health.

People have persistent, 
unstable, or complex 
needs requiring ongoing 
consultation with a 
Specialist Palliative Care 
Service in partnership 
with their primary care 
providers.

https://sws.communityhealthpathways.org/21093.htm


Table 4: Health system palliative care services and supports in South Western Sydney11

Primary care providers, 
hospital and community based

South Western Sydney Local Health District (SWSLHD) 
Palliative Care Specialist Services

General practitioners, practice nurses, medical 
deputising service, community pharmacists, 
private allied health practitioners.

Palliative care hospital-based services

Bankstown-Lidcombe Hospital
• Consultative service
• Outpatient clinics

Campbelltown Hospital
• Consultative service
• Outpatient clinics

• Inpatient unit/ward: comprises medical, nursing and 
   allied health staff
• Consultative services: comprises medical staff, a CNC & nurses

Bowral and District Hospital
• Clinical Nurse Specialist
• In-reach medical consultative
   service

Braeside Hospital
• Inpatient Unit
• Day hospital
• Outpatient clinics
• After-hours 1300 number

Camden Hospital
• Inpatient Unit
• After-hours 1300 number

• After-hours 1300 number
• Equipment loan pool
• Volunteer program
• End-of-life coordinators

• Bereavement counselling 
    service (Braeside)
• Research, including clinical 
    trials

• Palliative Care Home 
Support Packages (PEACH) 
program

Liverpool Hospital
• Inpatient Ward (4C)
• Consultative service
• Outpatient clinics

Fair�eld Hospital
• In-reach medical
   consultative service from
   Braeside Hospital
• In-reach nursing 
   consultative service from 
   Prairiewood CHC

Palliative care 
community-based 
services

Bankstown CHC:
CNC, CNSs & RNs

Bowral CHC:
CNC

Hoxton Park CHC:
CNC, CNSs & RNs

Prairiewood CHC:
CNC, CNSs & RNs

Rosemeadow CHC:
CNC, CNSs & RNs

Community specialist, 
medical and allied health

Residential Aged Care Facilities including 
palliative care clusters
- Lavender Suite, Hammond Care

Southern Highlands Bereavement Service 
(NSW Health funded NGO)

Other NSW Health entities. E.g. Local Health 
Districts, Networks and Ambulance Service 
of NSW

SWSLHD hospital specialist and community 
health services. E.g. emergency department, 
cancer, respiratory, aged care/rehabilitation, 
pain, allied health, community nursing service, 
pharmacy, pastoral care, carers service, organ 
and tissue donation service

South Western Sydney PHN

Tharawal Aboriginal Medical Services

Private hospitals

Triple I Hub: referral and coordination (extended work hours and weekends)

Gandagara Health Services

Palliative care district-wide services
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Triple I (HUB) is the SWSLHD Primary & Community Health centralised Intake, Information and 
Intervention centre. Triple I (HUB) accepts referrals for palliative care nursing in a patient’s home from 
GPs as well as self-referrals and those from carers and families.

Table 5: The SWSLHD specialist palliative care staffing profile is indicative of the services available in 
the region’s LGAs

Community-based services

Service

B
ankstow

n LG
A

Fairfield LG
A

Liverpo
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l LG
A

M
acarthur regio

n 
LG

A
s

W
ingecarribee 

LG
A

Clinical Nurse Consultant     

Clinical Nurse Specialist/RNs     

Bereavement Counselling  Braeside (district-wide from Braeside Hospital)

Specialist Allied Health
 SW

 �SW, OT and 
Physio

 �SW, OT and 
Physio

 SW

 Psychology, 
OT and Physio

 Psychology  Psychology
 �Psychology, 

OT and 
Physio

 �Psychology, 
SW, OT and 
Physio

Equipment Loan Pool 

Volunteers     Camden 

Hospital-based services

Service

B
ankstow

n- 
Lidco

m
be

B
raeside

Fairfield

Liverpo
o

l

C
am

pbelltow
n

C
am

den

B
ow

ral

End-of-life 
Coordinators       

Consultative 
Services:  
on-site

 
medical, 
nursing

 medical 
 medical, 

nursing
 medical, 

nursing
 medical, 

nursing
 nursing

Consultative 
Services: inreach    medical     medical

Outpatient clinics       

Day Hospital       

Palliative Care 
Ward     20 beds   

Palliative Care Unit   20 beds     10 beds 

Specialist Allied 
Health



 �SW, 
Psychology, 
OT, SP, 
Physio, DT 
and Dietician



 �SW, OT, 
Physio, 
Psychology, 
DT and SP



 �SW and 
Physio 
Psychology, 
DT and SP



Volunteers       

https://www.swslhd.health.nsw.gov.au/communityhealth/tripleI_hub.html
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Stakeholder mapping
During the diagnostic phase it was vital for SWSPHN to begin engagement with the regional stakeholders 
in palliative care and dementia. The mapping tool22 at Figure 3 was useful in identifying who the 
stakeholders were in order to make initial contact and measure their level of interest in the Project. 

Figure 3: Stakeholder mapping 
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Following identification, the stakeholders were 
analysed using the Power/Interest Grid, one 
of a range of tools available for the purpose. 
Combining the two activities allowed the grey 
arrows to be replaced by lines that represent the 
nature and purpose of the relationship to be built 
with the stakeholders, ranging from networking 
to collaborating as described The Partnership 
analysis tool22.

Figure 4: Power/Interest Grid

Local needs assessment
In August 2018 the Palliative Aged Care 
Consultancy Service (PACCS) undertook a needs 
assessment in the SWSPHN region and delivered 
a discussion paper on the current environment 
for palliative care and dementia in South Western 
Sydney23. The discussion paper identified the 
following challenges. 

Health Literacy
The Australian Commission on Safety and Quality 
in Health Care through their health literacy policy 
has set the requirement for the consideration of 
health literacy at individual and the organisational 
levels. The commission sets out the consequence 
of low health literacy especially for the elderly, 

“In older people, low individual health literacy is 
associated with a poorer health status and with a 
higher risk of premature death24.” 

Furthermore, there is a correlation between low 
health literacy and poor health outcomes due to 
people not being able to act on information given 
to them because they couldn’t understand the 
information. Slow recognition of the relevance 
of health literacy and low levels of organisational 
commitment to being health literate organisations 
contributes to difficulties in understanding the 
websites, written resources, fact sheets and forms 
related to Dementia, Palliative Care and Advance 
Care Planning24.  

The application of readability tools on the advance 
care planning literature, tools and forms reveals 
they are pitched above the reading level of the 
general Australian public. As an example, The 
Palliative Approach Toolkit25 is an evidence-based 
resource for the aged care sector, but aged care 
providers struggle to implement the various tools 
and processes offered within the toolkit. Several 
aged care providers have reviewed the tools and 
adjusted the language within the toolkit to assist 
aged care workers to interpret and utilise the 
toolkit. 

The Aged Care Quality Standards that guide and 
direct Aged Care in Australia make no reference to 
the term palliative care. The standards refer to end 
of life care only, yet palliative care is recognised 
as a three-phase process; a palliative approach, 
specialist palliative care, and terminal or end stage 
care. Omitting the term palliative care ignores the 
fundamental importance of a palliative approach 
to care in guiding and directing aged care into the 
future. It is essential that the term palliative care 
is part of the everyday language in the setting of 
standards in Aged Care to ensure there is ongoing 
opportunity for knowledge, skill and understanding 
of what palliative care is and how it relates to 
Aged Care. This current ‘oversight’ reflects a 
fundamental issue of health literacy around 
palliative care where we see yet another missed 
opportunity to increase the understanding of 
palliative care for not only those working in health 
and aged care, but also for the consumer and 
decision makers moving forward26. 

Po
w

er

Interest HighLow

H
ig

h
Lo

w

Monitor

Keep
satis�ed

Keep
informed

Manage
closely



South Western Sydney PHN	 POMP Report 2021

page 14 of 61

South Western Sydney PHN	 COVID-19 Monitoring Program Toolkit

General Practitioners
Another aspect needing to be considered 
throughout this project is General Practitioner 
(GP) interest, training, educational opportunities 
and support regarding the speciality of palliative 
care. As we have become more specialised in 
many areas of medicine the concern may be we 
have dis-enabled and dis-empowered the General 
Practitioner from confidently taking on the role of 
care for those living with and dying of life limiting 
illness. 

A national survey of 1000 GPs27 found nearly 
two thirds of participating GPs were interested 
in providing palliative care, but they could 
be categorised into four distinct groups for 
confidence and preference in caring for patients 
needing palliative care. 

i.	 Palliative Care Experts (25%): are comfortable, 
knowledgeable, interest and engaged. They 
do substantially more PC than average, value 
a holistic approach to patient care, and find PC 
much more rewarding than other segments.

ii.	 Palliative Care Aspirers (39%): are interested in 
doing more PC, but their current skill/knowledge 
levels and lower exposure to palliative patients 
hold them back.

iii.	 Palliative Care Indifferent (23%): will do PC if 
required, but do not seek it out. They are less 
comfortable with, and less technically skilled in, 
PC. 

iv.	 Palliative Care Avoiders (14%): actively avoid PC, 
and dislike many of the tasks associated with it. 
They are uncomfortable with the soft skills that 
other GPs told us are required for best practice 
PC, including dealing with emotion, talking about 
death, and liaising with families.  

The survey of 1000 GPs does not identify any 
specific region across Australia, and it is not 
possible to know where the GPs of South Western 
Sydney would be allocated across the four 
categories. However, it is clear there is no ‘one 
size fits all’ approach to engaging the different 
segments and their different attitudinal and 
behavioural patterns need to be catered for.    

Interviews with Community 
service providers
Within SWSPHN community settings there is no 
capacity for people with dementia to die at home 
due to lack of availability of aged care packages. 
Where packages are available the level of the 
package is too low for the level of care required to 
enable the person with dementia to stay at home. 

Community based service providers describe a 
situation of very little to no community-based 
persons with dementia dying at home across 
the South Western Sydney region. Persons with 
advanced dementia are usually placed in aged care 
facilities or transferred to acute facilities and then 
placed following a hospitalisation. Community 
service providers describe how the number of 
funded hours for people with dementia on aged 
care packages are not enough to enable carers 
to manage a person with dementia during their 
cognitive and physical decline. Often the person 
with dementia is admitted to hospital when a family 
is in a caring crisis. 

Interviews with Facility 
based service providers
One of the RACFs visited, Summit Care, had 
implemented a palliative approach to care 
throughout their facility. An after-death audit of 
the recent death of a person with dementia reveals 
that there is a PA Link person in place within the 
facility; the person with dementia had an ACP 
in place; a case conference was undertaken for 
the dying person with dementia; the person with 
dementia was commenced on an End-of-Life 
pathway at an appropriate time; and the person 
with dementia died within the facility in accordance 
with their ACP. The facility has well developed 
connections to the community specialist palliative 
care team. The executive has identified a need for 
education and training for facility workers in the 
recognition of the deteriorating resident to assist 
with the timely commencement of a palliative 
approach.

Staff knowledge and confidence in assessment 
and communication impacts on outcome 
for people with dementia. Because of the 
unpredictable trajectory of dementia there is 
hesitation and delay on making referral to palliative 
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care (14). Health care professionals also find it 
difficult to recognise the final phase of life for 
people with dementia and therefore the focus 
remains of active and investigative treatment and 
not on end-of-life care28. Doctors worry they can’t 
accurately spot those who are going to die or will 
be pushed into a prognosis29. 

At the time of the Project’s needs assessment, 
the national aged care sector was busy with 
the introduction of new Aged Care Standards 

which commenced on 1 July 2019. The Royal 
Commission into Aged Care Quality and Safety 
commenced on 8 October 2018. All aged care 
providers were requested to supply to the 
commission specific information regarding 
complaints and care issues. The region’s aged care 
providers expressed that all available resources 
were attending to this task and the new aged care 
standards. 

Project working groups – activity and findings
SWSPHN established two working groups of local 
stakeholders identified by the earlier stakeholder 
mapping process in November 2018, to progress 
the work of the Project: a community working 
group comprised of community representation 
and community-based health and aged care 
service providers; and a clinical working group 
comprising clinicians from general practice, 
privately practising geriatrics and Local Health 
District specialist services and residential aged 
care. 

The PACCS discussion paper contained a set of 
recommendations for prioritisation, discussion and 
solution design by the working groups who met 
monthly from December 2018 to August 2019 
under the facilitation of the Palliative and Aged 
Care Consultancy Service (PACCS).

The 13 recommendations concentrated on 
increasing community and professional awareness 
of dementia as a life limiting illness and the actions 
required to prepare the aged care and primary care 
workforce to care for people with dementia at their 
end-of-life.  An initial activity of the working groups 
was prioritisation of the recommendations from 
the discussion paper. The two working groups 
were combined to hear the recommendations 
presented by PACCS in one meeting and provided 
their individual ranking from one (1) to thirteen 
(13) where one was the highest priority for 
implementation and thirteen the choice of least 
priority before the next combined meeting. At the 
next meeting, in February 2019, the pooled results 
as shown in Table 6 below were presented and 
discussed by the combined working groups.  

Table 6: Discussion paper recommendations

Recommendation Ranking

Develop Dementia health pathway – from diagnosis to end of life care 1

Facilitation and assistance with the implementation of the palliative approach in 
aged care provider settings – both community and residential aged care facilities and 
development of a palliative approach community of practice for aged care providers 
implementing the palliative approach

2

SWSPHN continue to collaborate with SWSLHD on implementation of Advance Care 
Planning actions and activities detailed in SWSLHD Advance Care Planning, End of Life 
and Palliative Care Plan 2016 - 2021.

3

Ensure that aged care workforce’s issues such as low levels of health literacy, high levels 
of English as a second language, cultural variation in approaches to death are considered 
when developing the model of care/referral pathway

3
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Recommendation Ranking

Education and training on the recognition of deterioration in older persons for staff in 
primary care settings, residential aged care facilities and community providers.

4

SWSPHN continues with Goal 2 of the SWSPHN strategic plan in enhancing the health 
literacy of the community

5

Engagement of ELDAC facilitators to assist building connections between aged and 
palliative care providers across SWS PHN with a specific emphasis on persons with 
dementia.

6

Ensure that clinical aged care workforce issues such as high resident to carer ratio and a 
heavy reliance on non-nursing care staff are considered when developing the model of 
care/referral pathway

7

SWSPHN to collaborate with Groundswell to commence compassionate communities’ 
model for SWSPHN region. 

8

SWSPHN lead a Dementia Friend’s initiative across the SWS PHN region in collaboration 
with Dementia Australia.

9

In conjunction with PEPA NSW identify past PEPA placements completed, potential 
current need and develop a priority list for future aged care staff PEPA placements. 

10

In consultation with Palliative Care NSW review booklet Dementia and Palliative Care for 
currency and collaborate to update booklet for dissemination

10

In consultation with Western Sydney University, review Stages of Dementia booklet for 
currency and collaborate to update booklet for dissemination

11

The working groups continued to meet until August 2019 facilitated by PACCS. The clinical working group 
focused on clinical care needs of people with dementia to guide development of a health pathway for 
end-stage dementia, the highest ranked recommendation from the needs assessment discussion paper. 
During this time, PACCS completed additional consultations across the SWSPHN Community Advisory 
Group and aged care service providers within the SWSPHN region. At the conclusion of the working 
group meetings SWS health system issues that may create barriers to access to palliative care for people 
with dementia were recognised. These issues are listed in alphabetical order in Table 7 on the following 
page, were ready to be taken into the solution design phase of the Project. 

Table 7: Issues for the end-of-life care of people with dementia in South Western Sydney

Ambiguity around roles of care in palliative care in SWS

Bereavement follow up

Four groupings of GPs for preferences in dealing with palliative care 

Inconsistency in the initiation of Advance Care Planning

Lack of recognition of palliative care need in the deteriorating resident among aged care staff and 
primary care staff
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Lack of recognition of palliative care needs of a resident not acutely ill but approaching end of life 
among aged care staff and primary care staff

Lack of referral pathway and guidance document on what to do before making a referral to SPC

Low initiation of NSW Ambulance Authorised Adult Palliative Care Plans

Low levels of adoption and use of validated resources for GPs

Low levels or partial adoption and implementation of aged care palliative care toolkits within RACFs.

Need for Referral pathway & referral criteria for each service

Recognition of cultural aspects of Aboriginal & Torres Strait Islander peoples in end-of-life care

Recognition of cultural aspects of Culturally & Linguistically diverse peoples in end-of-life care

The Community Working Group guided the development of community facing strategies to enhance 
health literacy around dementia, advance care planning and palliative care.  This group also undertook 
a strengths-based approach to identify a vision for end-of-life care for people with dementia in South 
Western Sydney. Working group members were able to identify positive experiences of end-of-life care 
for people with dementia and were able to develop a vision statement, and principles of care for end-of-
life care for people with dementia in South Western Sydney.

“We want person focused, dignified care which respects choices and goals of care. The care will involve 
good communication and symptom control. The care will also involve working together with family, carers, 
GPs and other service providers in respecting those choices and goals of care in a place that is a familiar, 
loving and safe environment. Care is in accordance with a person’s Advance Care Plan. Unnecessary and 
futile treatments have no place in the care of persons with dementia in South Western Sydney.” 
To achieve the vision, we have identified a needed focus of care within RACFs and general practice 
where there is:

1.	 	Discussion on goals of care
2.	 	Discussion on Advance Care Planning
3.	 	A culture of care within the organisation, facility and general practice
4.	 	An awareness of the limits of acute health care
5.	 A positive message of the care that is available 
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The solution design phase 
At the start of the solution phase of the Project, the vision of what quality palliative care for people with 
dementia would look like had been clearly established as were barriers obstructing the vision.  

SWSPHN project staff worked with project working group and formulated a four-component capacity 
building model with activities that would target the barriers to people with dementia receiving quality 
palliative and end-of-life care and explore the implementation of compassionate communities to provide 
informal support to people with dementia, their carers and families.   

Model of Care
HealthPathways
and accessible 
resources

Education

Palliative Care
Quality
Improvement

Informal
Support
Networks

Figure 5: The four-component model of care to improve the end-of-life journey for people with 
dementia in South Western Sydney 

A project logic model was constructed which illustrates the range of activities seen to be required to 
make an improvement and their goals as shown in Table 8 below. 



Table 8: Peace of Mind project Logic Model  

Situation
Priorities SWSPHN 
Strategic Plan Inputs Outputs Who we reach

Short Term 
Outcomes Mid Term Outcomes

Long Term 
Outcomes

Palliative care 
is not always 
considered for 
people with 
dementia

Goal 4.1: Developing 
evidence-based 
models of care for 
vulnerable & hard 
to reach population 
groups relevant to 
identified needs

•	 Funding
•	 Staff
•	 Partners

Component 1
Develop and promote a 
health pathway linking 
Palliative and Dementia 
Care supported by 
appropriate resources

•	 People with dementia
•	 Carers & families of 

people with dementia
•	 GPs
•	 Community
•	 Health Professionals

A health pathway is 
available for use

General Practitioners use 
the health pathway to guide 
care of their patients with a 
dementia diagnosis

Through use of the 
health pathway, 
palliative care for 
people with dementia is 
business as usual

Low 
community 
health literacy 
on dementia, 
PC and ACP

Goal 2.1: 
Strengthening health 
literacy to help the 
community make 
better informed 
decisions

•	 Funding
•	 Staff
•	 Partners

Components 2 and 4
Provide events on 
Dementia, PC and ACP

Community members

Increased attendee 
knowledge and use 
of ACP

More people attend and 
growth begins in the 
community

Community is informed 
& empowered to make 
their end-of-life wishes 
known

2. Provide ‘10 Things 
to know before you go’ 
Workshops through the 
Groundswell Project

Attendees tell 
others

3. Explore concept & 
interest for informal 
support network 
development

Communities 
are energised to 
develop informal 
networks

Community members begin to 
plan and implement ≥informal 
support network

≥ one informal network 
provides support for 
people with dementia 
and the carers/families

Paucity of 
ACP and PC 
assessment 
in General 
Practice

Goal 2.3: Engaging 
GPs & PCPs to 
ensure fit for 
purpose systems 
that contribute to 
improved health 
outcomes

•	 Funding
•	 Staff
•	 Partners

Components 2 and 3
•	 GP Education
•	 General Practice QI 

activity

GPs

Raised GP 
awareness of 
cognitive decline, 
dementia diagnosis 
and the need for 
early ACP and a PC 
to care

Increased early dementia 
screening, diagnosis and 
discussion of disease 
progression, prognosis and 
ACP by GPs.
Increased PC approach to care 
of people with dementia

Earlier diagnosis, quality 
patient education on 
dementia, advance care 
planning and palliative 
care are everyday 
practice for people with 
dementia

Variable 
palliative 
care access 
and quality in 
RACFs

Goal 1.2: Developing 
innovative models 
that ensure quality 
care is delivered

•	 Funding
•	 Staff
•	 Partners

Component 3
Needs assessment 
and codesign of QI 
activities with aged care 
providers in SWS 

Aged care providers
People with dementia, 
their families and loved 
ones

Knowledge of 
providers needs 
and readiness for 
change

A QI plan and facilities 
engaged

Improved access and 
quality in PC provision in 
engaged RACFs with a 
plan for sustainability

Health system 
barriers in the 
SWS

Goal 3.2: Effectively 
linking primary & 
hospital providers for 
improved continuity 
of care

•	 Funding
•	 Staff
•	 Partners

Component 3
Formation of a systems 
improvement working 
group

Key stakeholders in SWS
Identified system 
issues are 
addressed

Identified system issues are 
addressed

Identified system issues 
are addressed
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Component 1: Health pathway and accessible resources
The Project staff would work with the SWS 
HealthPathways program to develop a pathway 
that linked dementia, advance care planning, 
palliative care and end-of-life together to 
complement the pathways already available for 
Mild Cognitive Impairment, Dementia, Advance 
Care Planning, and Palliative Care. The pathway 
would utilise the HealthPathways format of 
assessment, management, referrals and to 
ensure it would be appropriate for use during a GP 
consultation. Tools and resources for the GP to 
use with or provide to their patients would also be 

linked to the pathway for easy time saving access. 

Culturally appropriate information would be made 
available to cater to the region’s rich cultural and 
linguistic diversity.  The SWS HealthPathways 
sister site for community “Health Resource 
Directory” (HRD) has the capability to read 
information to members of the public with reading 
disabilities. Project staff would locate information 
sources in a range of community languages 
commonly spoken in the region to add to the HRD 
and the SWSPHN website.

Component 2: Education

Community Education
Community education about dementia, palliative 
care and future care planning was identified as 
a key strategy to empower communities by the 
needs assessment and both working groups.  
The Project team devised a plan to provide free 
community education sessions during relevant 
national “weeks” such as Advance Care Planning 
Week, Palliative Care Week, Dying to Know Day 
and Dementia Awareness Week. The sessions 
would be delivered by subject matter experts on 
dementia, advance care planning and palliative 
care with time for questions and answers and 
written information available for participants to 
take home. The sessions would be delivered in a 
face-to-face format in easily accessed locations 
comfortable for senior community members. 
Furthermore, the PHN would increase the 
availability of supplementary education resources 
suited to a range of literacy levels and community 
languages by linking them into the HealthPathways 
to be created and the PHN website. 

General Practice education 
and capacity building 
Discussions within the Project’s clinical working 
groups about how to support GPs who actively 
avoid palliative patients and those who need 
more confidence, skill and knowledge suggested 
the need to support GPs to be upskilled in their 
knowledge and confidence in providing care for 
palliative patients.  The role of practice nurses 
in recognising patients at risk of dementia and 
palliative patients and liaising with GP and family 
were discussed.  It was felt upskilling practice 
staff in dementia and palliative care and would 
assist GPs in their work. A strategy to link GPs 
and practice staff with diverse continuous 
professional development (CPD) opportunities 
was developed. These opportunities would 
encompass CPD meetings delivered by the 
PHN, linkage to opportunities available through 
government funded programs such as the 
Program of Experience in the Palliative Approach 
(PEPA), Dementia Training Australia, Dementia 
Services Australia, End of Life Directions in 
Aged Care (ELDAC), CareSearch and Advance 
Care Planning Australia. To ease access issues 
for general practice, the PHN would centralise 
tools to support diagnosis of dementia, 
advance care planning, palliative care needs 
assessment and management on the PHN 
website and HealthPathways. The tools would 
be supplemented with resources for consumers 
that could be used at the point of care by health 
providers. 
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Component 3: Palliative care quality improvement

Residential Aged Care 
To start to address the variability in quality of 
palliative care delivered in residential aged care 
(RAC) SWSPHN engaged with the Palliative Care 
Outcomes Collaborative (PCOC). A plan was 
developed to collaborate with the PCOC trial in 
aged care. SWSPHN would promote the trial and 
recruit up to three RACFs to participate in the 
trial. SWSPHN would be able to receive progress 
reports and data from PCOC to progress data 
collection objective of the DoH. 

General Practice
The project staff would work with GPs to 
codesign an approach to general practice quality 
improvement and improve GP engagement with 
palliative care and advance care planning in the 
region. 

The Local Health System 
SWSPHN would form a working group made up 
of clinicians from general practice, palliative care 
services, private specialists, community and aged 
care. This working group would work address the 
system barriers utilising where appropriate the 
seven strategies initially developed by Decision 
Assist and now incorporated into ELDAC toolkits. 
It was envisaged the group would remain in 
place after the end of the Project as an ongoing 
collaborative quality improvement group. 

Component 4: Informal support networks
Informal networks were a new area of work for 
SWSPHN. Following readings from the literature 
and discussions with groups associated with public 
health approaches to palliative care the decision 
was made to work towards the establishment 
of at least one Compassionate Communities 
network in SWS. Informed by the final report of the 
Compassionate Communities feasibility study30 

and the short term nature of the Project funding, 
an alternative to the community development 
approach was planned to assess the appetite for 
compassionate communities in SWS. 

A community partnerships approach was planned 
in partnership with a partnership broker that would 
be comprised of:

•	 The delivery of a full day workshop for 
interested community members that would 
provide participants with a clear understanding 
of compassionate communities and 
partnerships, enable the participants to develop 
their common vision for a compassionate 
community in their own communities and 
identify practical approaches to partnering to 
build an action plan to move their vision forward. 
The full day workshop would:

	- 	Be presented in up to three locations 
dependent upon demand.

	- 	Be followed up with two half-day workshops 
in each location to follow up and implement 
the plans developed with the workshops.

•	 	Beyond the workshops SWSPHN would provide 
support to the groups until the end of the 
Project when it was expected that the groups 
would become self-sustaining.  



South Western Sydney PHN	 POMP Report 2021

page 22 of 61

The implementation phase

Component 1: Health pathways and accessible resources
To support appropriate access to services, 
timeliness in care and safer transitions for patients 
with dementia a new pathway was designed 
titled End-Stage Dementia and is available for 
General Practitioners but may be useful for other 
clinicians as well. The pathway is divided into 
condition background, assessment, management, 
diagnostic procedures and referral pathways 
including a supplementary section of local services 

and information resources for patients and 
relatives including translated patient information 
where available. 

SWSPHN now has HealthPathways covering 
the continuum from Mild Cognitive Impairment 
through to End-Stage Dementia. The new end-
stage pathway has been viewed 53 times since 
October 2020.

Component 2: Education

Community Education Events
Based on clinical and community working group 
recommendations identified in the diagnostic 
phase of the Project regarding embedding 
dementia and end of life planning discussions 
between community and general practitioners, 
SWSPHN has developed an integrated education 
model. The model may assist other PHNs or 
organisations with similar issues in their region. Full 
details of the model are contained in Appendix 1: 
Palliative Care Projects for Underserviced Groups 
Toolkit. 

Beginning in 2019, SWSPHN has delivered a series 
of face-to-face community education events. 
Initially there were three presentations covering 
dementia, advance care planning and palliative 
care. A fourth topic, organ donation, was trialled at 
the final event in 2019 after receiving a request to 
present from the SWSLHD. The addition proved 
popular with the audience and has been retained. 
The events were entitled ‘Dementia is NOT a 
normal part of Ageing’. The two-hour events were 
divided into four presentations covering topics 
including:

	Î Dementia – What it is, how it can affect future 
decision making and prevention (40 min) 

	Î Palliative Care – What it is? What services are 
available? Who should I discuss with? (20 min) 

	Î How to plan ahead when circumstances change 
in life? (20 min)  

	ÎWhat I should know about organ and tissue 
donation decision-making (20 min) 

	Î Plus a networking tea break (15 min)

The COVID-19 pandemic caused the cancellation 
of some planned events in both 2020 and 2021. A 
total of eight events were held in the Wollondilly, 
Campbelltown, Camden and Liverpool local 
government areas. Attendances increased 
from 2020 after the PHN collaborated with the 
Wollondilly, Camden and Campbelltown local 
councils in the delivery of the community sessions. 
Councils recommended holding the sessions 
during their “Seniors Festivals”, provided venues 
and catering for the events and event promotion. 

In total 175 people have attended the community 
education sessions made up of 70 people across 
four events in 2019, 41 at one event in 2020, 
and 64 across three events in 2021. All people 
who attended the 2021 events (64) completed a 
post event participant survey (see Appendix 1). 
Demographic data collected showed that 72% of 
attendees were female. The majority of people 
attending (85%) were aged between 40 and 70+ 
and 49% were retired. Responses to the survey 
indicated that the education events were well 
received by the attendees. Not all respondents 
answered every question. 

https://sws.communityhealthpathways.org/684688.htm
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Table 9: Key results from the 2021 post event participant survey

Question

Number of 
responses to 
question (N)

Proportion 
who agreed 
to strongly 
agreed (%)

Proportion 
who 

responded 
neutral to 
strongly 

disagreed (%)

The event has shown me where I can find 
more information about Dementia, Palliative 
Care and organ donation

59 97 3

The event has made me feel more 
comfortable to talk about dementia and 
palliative care with family and friends

59 95 5

The event has made me feel more 
comfortable to discuss my values and wishes 
about end-of-life with family and friends

60 95 5

I feel comfortable in starting conversations 
about my wishes at the end of life with my GP 

59 92 8

I feel my GP will be open to discuss Advance 
Care Planning with me

62 85 15

Following today’s event, I will take action to plan ahead by …

Preparing a Will  45 78 22

Appointing an Enduring Guardian with a 
Lawyer

46 78 22

Appointing a Power of Attorney with a Lawyer 47 72 28

Having Advance Care Planning conversations 55 93 7

Informing my family about my organ donation 
wishes 

57 88 12

These community sessions became a positive and sustainable strategy. Over the course of the project, 
growth in attendance numbers and attendees from previous sessions returning and bringing colleagues, 
friends and family members. In this way the community transformed the events into a community hub 
to meet up with friends and family while receiving education about how to better support those living 
and experiencing dementia. In 2021 the decision was made to add another activity to the community 
education program. The added activity sought to cater for education session participants who, at the end 
of the session, felt activated to take a step further in their learning about planning for end-of-life.  
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Community Workshops
SWSPHN worked with The Groundswell Project (Groudswell) a not-for-profit organisation advocating for 
death literacy and palliative care improvements to offer a workshop titled “10 Things to Know Before You 
Go”. The workshop was a comprehensive four-hour event that consolidated the information presented in 
the Community Education sessions. Through a series of activities to engage participants, the workshop 
covered practicalities such as: writing a will, appointing a power of attorney, appointing an enduring 
guardian, and planning your funeral and burial. It also covered broader, social elements that can impact 
our end of life in a positive way such as strengthening social networks and communicating our wishes. 

SWSPHN commissioned three workshops with the first been delivered in May 2021. The remaining 
workshops were cancelled due to COVID-19 restrictions. The workshop was attended by 15 community 
members. Nine attendees (60%) completed the post event survey that asked them to rate their before 
and after workshop selves in four areas. Respondents used a number between 1 and 10 where 1 was a 
very low rate and 10 was very high. Their responses shown in Table 10 indicated that the workshop had 
been positively received and effective. Groundswell reports receiving feedback that participants left 
feeling more empowered with knowledge about navigating different aspects of the end-of-life system 
and 80% of participants have reported that they took direct action in end-of-life planning as a result of 
the workshop.  

Table 10: Workshop survey responses showing changes from before to after the workshop across five 
variables.

Comfort discussing 
end of life issues:

Level of knowledge 
regarding end of 
life:

Ability to plan for 
end of life:

Confidence in 
telling someone 
your plan:

Before? After? Before? After? Before? After? Before? After?

P1 5 10 1 8 1 9 1 9

P2 8 8 8 8 8 8 8 8

P3 4 6 3 5 2 5 3 5

P4 10 10 5 9 4 9 10 10

P5 7 10 7 10 7 10 5 9

P6 6 6 2 4 2 6 2 6

P7 7 10 6 10 6 10 7 10

P8 5 10 6 6 1 7 1 9

P9 3 8 2 8 4 9 7 9
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Participant comments 
regarding the workshop

	Î Really liked the templates provided for end-
of-life planning documents...

	Î Very interesting, thank you to ... for putting 
this workshop on

	Î Thought it was a great day – thank you!

	Î There was lots to think about

	Î Extremely informative day

Aboriginal Education Material  
Aboriginal people refer to the period of cultural 
practices and protocols associated with death as 
Sorry Business. Sorry Business is an important 
time of mourning that involves responsibilities 
and obligations to attend funerals and participate 
in other cultural events, activities or ceremonies 
with the community. We value the importance of 
advance care planning yarning so in cooperation 
with SWS Local Health District Palliative Care 
Service, Gandangara Land Council and community 
the ‘Journey Into Sorry Business’ resource has 
been developed to provide culturally appropriate, 
respectful, and mindful information to encourage 
Aboriginal people to open conversations about 
their rights, wishes and how to plan ahead 
when circumstances change through life. The 
development of this resource involved a series 
of consultation sessions with Aboriginal Elders 
living in SWS held at Miller’s Community Centre 
and at Tharawal Aboriginal Medical Practice. Their 
recommendations have guided the content of this 
material. An aboriginal artwork was commissioned 
to provide culturally appropriate imaging and 
graphic design.  

Journey into Sorry Business has been well received 
since its launch in May 2021, the SWSPHN web 
page where the booklet is available has been 
viewed 1076 times between 17 June and 27 
October 2021. Some of the interest and activity 
around the resource includes:

	Î Being added to resources section of (yet to be 
released) updated ACI Palliative Care Blue Print 

	Î It will be distributed with all graduates of 
relevant UTS Bachelor and master’s degrees

	Î Being presented to the Nepean Blue Mountains 
Palliative Care Committee by their Multicultural 
project officer 

	Î Promotion of the resource by ANZ Society of 
Palliative Care to their members 

	Î Inclusion in the Sydney Partnership for Health 
Education Research and Enterprise newsletter

	Î Inclusion in Palliative Care Australia’s 
Newsletter

	Î Request received from Murrumbidgee LHD 
renal service to adapt the referral section and 
use the resource in their region

	Î Inclusion in the SWSLHD bulletin on dementia 
during Alzheimer’s Awareness Week

	Î Five requests for printed copies to be available 
for patients

General Practice Education
SWSPHN has facilitated nine face to face or Zoom 
based CPD events linked to the Project for GPs. 
Practice nurses were also able to attend events 
about advance care planning. SWSPHN worked 
with the PEPA program to deliver three workshops 
and the Advance Project to deliver one workshop.

The Project’s CPD plans were extensively affected 
by the COVID-19 pandemic while the shift to 
virtual events hosted on the Zoom platform 
were established and the shift in focus of GPs as 
they managed the pandemic and vaccination roll 
out. All events were well received by those who 
attended but attendance has been disappointing 
at some events. The move to virtual CPD events 
has allowed the program to deliver events to 
the whole of the region at one time improving 
attendance and providing efficiency gains for the 
PHN. In addition to these events the Project gave 
two presentations at the 2019 SWSPHN Women’s 
Health Conference attended by 156 GPs.

https://swsphn.com.au/wp-content/uploads/2022/02/a-journey-into-sorry-business-interactive.pdf
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Table 11: CPD Events facilitated by the Peace of Mind project 2018 – 2021

Event Name
Mode of 
Delivery

Number of 
Attendees

2018

Delivery of palliative care in the home Face to face 25

Dementia from prevention to BPSD management Face to face 32

Palliative care in general practice x 2 with PEPA Face to face 33 in total

The essentials of talking and planning for EOL with patients Face to face 41

2019

Management of BPSD Face to face 15

Advance care palling workshop Face to face 3

2020

The Advance Project ACP workshop Zoom 43

2021

Palliative Care in Dementia with PEPA Zoom 22

Component 3: Palliative care quality improvement

Residential Aged Care 
As planned SWSPHN promoted the PCOC trial to RACFs in late 2019 and recruited two RACFs to 
participate in the trial. SWSPHN liaised with PCOC and the facilities to coordinate the start-up of 
the trial in each location and attended the RACF staff pre-trial education sessions in February 2020. 
Unfortunately, with the COVID-19 pandemic hitting facilities hard from March 2020 both recruited 
facilities withdrew from the trial.  

General Practice
The planned co-design of General Practice quality improvement was unable to proceed due to the 
demands the COVID-19 pandemic placed upon GPs time and focus. 

The Local Health System 
SWSPHN has formed a working group made up of clinicians from general practice, palliative care services, 
private specialists, community and aged care. The working group addresses SWS health system barriers 
that may reduce access to palliative care for people with dementia utilising where appropriate, the 
seven strategies initially developed by Decision Assist and now incorporated into ELDAC toolkits. While 
interrupted by COVID-19, especially group meetings, work has continued for the group, thus far they 
have:
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	Î Helped guide the community education 
component of the Project,

	Î Developed a Roles and Responsibilities 
document for clinicians providing palliative care 
to people with dementia in SWS to address the 
identified issue of role ambiguity (see p15). The 
completed document appears in Appendices 1 
and 2

	Î Begun initial discussions of ways to support 
GPs across the continuum of engagement with 
palliative care. 

	ÎWorked on developing resources for clinicians 
caring for people with dementia focused on a 
palliative approach and the points of difference 
at each stage of dementia. Appendix 1 includes 
a description of the framework used to develop 
the clinician resources. The resources are 
contained within Appendix 2. 

Component 4: Informal support networks
SWSPN provided two introductory partnerships 
workshops to people interested in forming a 
compassionate community around people who 
are ageing and frail, have a life-limiting illness, 
particularly dementia, and are approaching the 
end of life.  The original intent was to provide a 
series of three workshops for participants over 
the following months. However, only a small group 
of people indicated an intent to continue with 
the task of growing an informal support network/
compassionate community making the original 
plan not a viable or suitable approach. 

At the end of 2019 an alternative approach was 
developed, SWSPHN would collaborate with the 
small, interested group and facilitate a community 
of practice approach. Communities of practice are 
groups of people who share a concern or a passion 
for something they do and learn how to do it better 
as they interact regularly. This appeared a viable 
plan as most of the group were already a group 
of volunteers assisting elderly frail people. When 
contacting the leader of this group, resistance 
was encountered in the form of prevarication 

when attempting to plan continuing meeting and 
eventual loss of contact as emails and calls went 
unheeded. Without the cooperation of the leader, 
other group members’ support also faded. This 
was later described as “gatekeeping” behaviour 
often encountered when attempting to establish 
compassionate communities31. With, at that stage, 
only a few months remaining of the Project it was 
too late to continue with the strategy. 

Our key learnings from this component of the 
Project are that:

	Î Compassionate Communities is a new concept 
and one that community members don’t find 
easy to understand especially as it is linked to 
end of life and in our case people with dementia, 

	Î A Compassionate Community project should 
not be attempted without an initial community 
engagement element, 

	Î These projects take a lot of time to gain traction 
and develop and are therefore not readily suited 
to time limited multi-component projects. 
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Conclusion 
 In summary, SWSPHN submitted a successful expression of interest to undertake a project aimed at 
improving the end-of-life journey for people with dementia. The submitted project was aspirational 
with nine objectives to meet. The project was undertaken during a time of upheaval in the health and 
aged care sectors that can be attributed to the Royal Commission into Aged Care Quality and Safety 
and its findings, and the COVID-19 pandemic. However, the project gained the sustained support 
and engagement from our key stakeholders; the SWSLHD Palliative Care Service, working group GPs, 
geriatrician, PACCS and community representative. This allowed the project to progress, achieve, and 
gather learnings all of which we have shared in this report of the pilot GCfAHPC. 

Table 12: Project objectives and status at conclusion of pilot.  

Objective Status

1. To undertake a rapid, but rigorous palliative care needs assessment which 
will build on the current PHN needs assessment, and the findings of the 
SWSLHD strategic plan for palliative care 

Complete

2. To develop a health pathway using the HealthPathways methodology 
tailored to the South Western Sydney context that features diversity of 
cultures and geographies. The health pathway will feature clear trigger points 
for escalation, linkage to and support from Specialist Palliative Care Services 
where required and linkage to bereavement support for carers and families

Complete

3. To promote timely diagnosis especially of dementia in older people Complete

4. To increase early initiation of discussions with the person, their Carer and 
family about planning for future palliative and end-of-life care 

Activities 
undertaken but data 
not collected

5. To provide education and orientation to palliative care for consumers, Carers 
and families about what to expect during the end-of-life journey 

Complete

6. To develop informal support networks such as Compassionate Communities 
with consumers

Activities 
undertaken but not 
successful

7. To increase awareness and linkage of people with dementia to the SWSLHD 
PEACH program for provision of home-based palliative care packages during 
and after normal business hours during the last weeks of life

PEACH program 
promoted

8. Development and maintenance of multisector partnerships to ensure 
timeliness and productivity continue throughout the project

Completed

9. The collection and appropriate sharing of salient data Project data 
collection complete. 

SWSPHN is grateful for the funding provided the Commonwealth Department of Health that enabled this 
project and again for continued funding over the next four years that will allow the PHN to continue the 
work started during the pilot, share our success and learnings and improve the end-of-life journey for a 
vulnerable population, those with dementia. 
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Advance care directive
A type of written advance care 
plan recognised by common 
law or specific legislation that 
is completed and signed by a 
competent adult. It can record the 
person’s preferences for future 
care and appoint a substitute 
decision-maker to make decisions 
about health care and personal life 
management. In NSW An Advance 
Care Directive must be followed, 
Health Professionals and Persons 
Responsible have no authority 
to override a valid Advance Care 
Directive. An Advance Care 
Directive is valid if: 

•	 The person had capacity when 
it was made, and it was made 
voluntarily 

•	 It has clear and specific details 
about treatments that the 
person would accept or refuse; 
and 

•	 It applies to the situation the 
person is in at the time33.

While Common Law directives can 
be written or oral, to ensure the 
Advance Care Directive has the 
best chance of being followed in the 
future by a health professional, it is 
recommended that it be: 

•	 In writing
•	 Signed and dated by the person, 

and 
•	 Witnessed 34

Advance care plan
An advance care planning 
discussion will often result in an 
advance care plan. Advance care 
plans state preferences about 
health and personal care, and 
preferred health outcomes. They 
may be made on the person’s 
behalf and should be prepared from 
the person’s perspective to guide 
decisions about care. 

Advance care planning
A process of planning for future 
health and personal care, whereby 
the person’s values and preferences 
are made known so that they can 
guide decision-making at a future 
time when the person cannot make 
or communicate their decisions. 
Formal advance care planning 
programs usually operate within a 
health, institutional or aged care 
setting after a life-limiting condition 
has been diagnosed, and frequently 
require the assistance of trained 
professionals. However, people can 
choose to discuss their advance 
care plans in an informal family 
setting. 

Carer
A person who provides personal 
care, support and assistance to 
another individual who needs it 
because they have a disability, 
medical condition (including a 
terminal or chronic illness) or mental 
illness, or they are frail and aged. 
An individual is not a carer merely 
because they are the spouse, de 
facto partner, parent, child, other 
relative or guardian of an individual, 
or live with an individual who 
requires care. 

Dying
The terminal phase of life, where 
death is imminent and likely to occur 
within hours or days, or occasionally 
weeks. This is sometimes referred 
to as ‘actively dying’. 

End of life
The period when a patient is 
living with, and impaired by, a fatal 
condition, even if the trajectory is 
ambiguous or unknown. This period 
may be years in the case of patients 
with chronic or malignant disease, 
or very brief in the case of patients 

who suffer acute and unexpected 
illnesses or events, such as sepsis, 
stroke or trauma. 

End-of-life care
Includes physical, spiritual and 
psychosocial assessment, and care 
and treatment delivered by health 
professionals and ancillary staff. It 
also includes support of families 
and carers, and care of the patient’s 
body after their death. People are 
‘approaching the end of life’ when 
they are likely to die within the next 
12 months. This includes people 
whose death is imminent (expected 
within a few hours or days) and 
those with:

•	 Advanced, progressive, incurable 
conditions

•	 General frailty and co-existing 
conditions that mean that they 
are expected to die within 12 
months

•	 Existing conditions, if they are at 
risk of dying from a sudden acute 
crisis in their condition

•	 Life-threatening acute 
conditions caused by sudden 
catastrophic events. 

Family
Those who are closest to the 
patient in knowledge, care and 
affection. This may include the 
biological family, the family of 
acquisition (related by marriage or 
contract), and the family and friends 
of choice. 

Goals of care
The aims for a patient’s medical 
treatment, as agreed between 
the patient, family, carers and 
healthcare team. Goals of care will 
change over time, particularly as the 
patient enters the terminal phase. 
Medical goals of care may include 
attempted cure of a reversible 
condition, a trial of treatment to 

Glossary
The terms listed here are based upon those described by Palliaged32 unless otherwise referenced. 
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assess reversibility of a condition, 
treatment of deteriorating 
symptoms, or the primary aim 
of ensuring comfort for a dying 
patient. The patient’s goals of care 
may also include non-medical goals 
- for example, returning home or 
reaching a particular milestone, 
such as participating in a family 
event.

Life-limiting illness8

A person with life-limiting illness 
may die prematurely. This term is 
often used for people living with a 
chronic condition that may seem 
life-threatening but can continue 
for many years or even decades.

Non-beneficial treatment
Interventions that will not be 
effective in treating a patient’s 
medical condition or improving 
their quality of life. Non-
beneficial treatment may include 
interventions such as diagnostic 
tests, medications, artificial 
hydration and nutrition, intensive 
care, and medical or surgical 
procedures. Non-beneficial 
treatment is sometimes referred to 
as futile treatment, but this is not a 
preferred term.

Palliative care or palliative 
approach
An approach to treatment that 
improves the quality of life of 
patients and their families facing 
life-limiting illness, through the 
prevention and relief of suffering. 
It involves early identification, 
and impeccable assessment 
and treatment of pain and other 
problems (physical, psychosocial 
and spiritual). 

ACFI 12 Complex Health Care 
includes a complex health care 
procedure described as “Palliative 
care program involving End of Life 
care where ongoing care will involve 
very intensive clinical nursing and/ 
or complex pain management in the 
residential care setting”. 

Pastoral Care35

Pastoral care complements the 
care offered by other helping 
disciplines while paying particular 
attention to the spiritual. It is 
focussed on healing, guiding, 
compassionately supporting, 
nurturing, liberating and 
empowering of people. It is person 
centred and holistic. (Adapted from 
Dr Bruce Rumbold)

Specialist palliative care
Services provided by clinicians who 
have advanced training in palliative 
care. The role of a specialist 
palliative care services includes 
providing direct care to patients 
with complex palliative care needs, 
and providing consultation services 
to support, advise and educate 
palliative care generalist clinicians.

Spirituality and Ageing35

Spirituality is an essential dimension 
that brings meaning to life; it is 
deeply associated with relationship, 
transcendence and hope. Increased 
awareness of spirituality is often 
seen in later life, especially through 
transitions, issues of health, end of 
life, and the need for forgiveness 
and reconciliation.

Substitute decision-maker
A person appointed or identified by 
law to make substitute decisions on 
behalf of a person whose decision-
making capacity is impaired. 
Substitute decision-makers have 
legal authority to make these 
decisions; the relevant legislation 
varies between jurisdictions (states 
and territories). More than one 
substitute decision-maker may be 
appointed. 

Surprise question36

The ‘surprise question’ is used for 
patients with advance disease or 
progressive life-limiting conditions. 
The clinician asks themselves 
‘Would you be surprised if the 
patient were to die in the next year?’

The answer to this question is 
an intuitive one, pulling together 
a range of clinical, co-morbidity, 
social and other factors that give a 
whole picture of deterioration. If you 
would not be surprised, a palliative 
approach should be considered, 
and measures taken to improve 
the patient’s quality of life now and 
in preparation for possible further 
decline.

Terminal phase
The hours, days or, occasionally, 
weeks when a patient’s death 
is imminent. This is sometimes 
referred to as the period when a 
patient is actively dying.
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