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Message from 
the Board

2018-19 was a year for positive renewal and change at Palliative Care Australia with 
many highlights and achievements including a new strategic direction, a vision for 
palliative care in 2030 and a change of CEO. 

The Palliative Care Australia Strategic Direction 

2019-2021 sets out our focus areas over the next 

three years, and is based around three key pillars to 

improve palliative care in Australia. 

1.	 Promote palliative care as a human right for all 

Australians

2.	 Inform community to contribute to the call for 

palliative care

3.	Lead the palliative care sector by being a viable 

and effective peak palliative care organisation

These pillars will guide PCA in its work and was 

the starting point for our vision for the future 

Palliative Care 2030: Working Towards the Future 

of Palliative Care for All, published early in 2019. 

Palliative Care 2030 envisages what good palliative 

care will look like for our community if the right 

decisions are made now in terms of funding and 

policy. 

In February 2019, we welcomed the release of the 

latest National Palliative Care Strategy. The Strategy 

identifies the increasing demand for palliative 

care in Australia and was agreed and signed by all 

governments – Commonwealth, state and territory. 

PCA and its membership are looking forward to 

working closely with governments to ensure this 

Strategy is implemented. 

We know that there is currently inequitable access 

to palliative care across Australia. Where it is 

available, Australia is a world leader in palliative 

care practice. But too many are missing out and 

falling through the gaps in our health care system. 

Unfortunately, geography, diagnosis, ethnicity 

and age matter. It is a postcode lottery; many 

Australians living in regional and remote Australia 

miss out, as do our Indigenous people, those 

from other cultural backgrounds, and those with 

diagnoses of dementia or chronic diseases such as 

chronic lung, heart or kidney disease.

We need to do more to close these gaps and 

this has driven the inclusion of palliative care as a 

human right in our strategic direction.

In November 2018, PCA said farewell to Liz 

Callaghan, who served as CEO from 2015 and did 

an outstanding job leading PCA with her expertise 

in health policy, management and stakeholder 

engagement. 

In February 2019, PCA welcomed Rohan Greenland 

to the CEO role, who joined PCA from the National 

Heart Foundation where he worked for more than 

a decade and has vast experience in government 

relations and advocacy. Rohan has already made 

great gains in publicising palliative care and has 

settled in quickly to the role. 

With the Victorian voluntary assisted dying 

legislation coming into effect in June 2019 and the 

parliamentary enquiries and debates occurring 

in other jurisdictions, the PCA Board saw the 

opportunity to provide national leadership to the 

Australian palliative care sector by learning from 

our international counterparts. 

At the end of 2018 a delegation from the PCA 

Board and management travelled to Canada and 

the US to talk to palliative care professionals, peak 

bodies, service providers and academics to hear 

first-hand their experience of implementation 

of assisted dying within their jurisdictions and 

the impact on palliative care services. These 

conversations were then developed into a report 

that was published in December 2018, entitled 

Reflections and Learnings: Assisted dying in 

Canada and the United States. 
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Our next step was a comprehensive 

consultative process to draft a national 

set of guiding principles for those 

providing care for people living with 

a life-limiting illness. This included a 

symposium in April 2019, which brought 

together palliative care leaders, other 

health peak bodies and representative 

groups to flesh out these principles with 

the assistance of two delegates from the 

Canadian Medical Association who were 

able to share their experiences. Following this 

symposium the Guiding Principles were published 

in June this year. PCA is also revising its position 

statement on palliative care and voluntary assisted 

dying, and this will be published early in the 2019-

2020 year. 

I would like to thank all the Board members 

for their commitment, especially those on the 

voluntary assisted dying working group who 

have worked many hours on top of their usual 

Board commitments. Each one brings a different 

experience and skill set, allowing us as a Board to 

comprehensively focus on the future direction of 

the organisation to ensure that all Australians have 

access to palliative care.

Finally, I’d like to thank Rohan and all the team 

at PCA, your energy and passion is borne out 

in the achievements outlined in this report. We 

look forward to working with new and existing 

partners over the next 12 months to build on these 

significant achievements and to achieve our vision 

of quality palliative care for all.

Dr Jane Fischer 
Board Chair

“We need to do more 
to close these gaps 
and this has driven the 
inclusion of palliative 
care as a human 
right in our strategic 
direction.”
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Message from 
the CEO

My first eight months at PCA have flown by, not least because of the very significant 
body of work undertaken during this time. Between my commencement in February 
and the end of June, we have had a rapid succession of milestones. 

These include:

»» launch of our 2030 ‘vision’ document

»» release of the National Palliative Care Strategy 

and the commencement of work on an 

implementation plan

»» a Members’ Engagement Forum in Sydney

»» Federal Budget

»» National Palliative Care Week

»» Federal Election

»» the Coalition’s $3.25m election commitment 

to develop a national paediatric palliative care 

action plan

»» commissioning an study to demonstrate the 

economic benefits for governments when they 

invest in palliative care

»» our national symposium and development of the 

Guiding Principles for healthcare professionals 

working in jurisdictions where Voluntary Assisted 

Dying (VAD) has been enacted

»» engagement with the Royal Commission on 

Aged Care Quality and Safety

»» a $0.5m grant to develop a ‘What is palliative 

care?’ campaign

»» preparations for the inaugural Oceanic Palliative 

Care Conference in Perth.

Staying strategically focussed while keeping the 

pedals turning at a rapid rate to keep on top of 

day-to-day activities is always a challenge. But it 

has been a pleasure to work with our energetic 

Board Chair, Dr Jane Fischer, and all Board 

members, to keep our ‘eyes on the prize’ and work 

to improve palliative care for all. 

To achieve this vision, we are focussed on the 

implementation of PCA’s ‘Strategic Direction 2019-21’ 

document, now underpinned by four priority areas:

»» full implementation of the National Palliative Care 

Strategy 

»» developing a case for comprehensive funding for 

palliative care 

»» promoting key reforms to the Royal Commission 

on Aged Care Quality and Safety and supporting 

their implementation

»» seeking early implementation of, and appropriate 

funding for, the next tranche of the National 

Palliative Care Projects

Our projects, of course, form the backbone of 

PCA’s work, with activities falling into the broad 

areas of communications, policy and events. Our 

communications team takes the lead for National 

Palliative Care Week 2019, themed in 2019 “What 

Matters Most?” This also saw the launch of the 

PaCSA, the online Palliative Care Self-Assessment 

portal, the replacement for the former National 

Standards Assessment Program. I was delighted to 

see engagement from the palliative care sector and 

community organisations by organising more than 

60 events to promote the week across the country. 

Our 2030 ‘vision’ document, developed at the 

request of the Federal Health Minister, was launched 

in February at one of our four annual Parliamentary 

‘lunchbox’ events hosted by what is now the 

Parliamentary Friends of Palliative Care group, 

co‑chaired by two close friends of PCA – and 

strong supporters of palliative care more generally – 

Senator Catryna Bilyk and the Hon Nola Marino MP.

Another highlight for the reporting period has been 

the creation of a consumer and carer register with 

members coming together for the first time at the 

end of April. The consumer voice is increasingly 

important to our work and to inform policy at the 

highest level.

Our policy work has been of a high order, including 

in the area of aged care, which has become a 

high priority for PCA following the establishment 

of the Royal Commission into Age Care Quality 

and Safety. PCA urged the Commission to hold a 

dedicated hearing on palliative care and we were 

pleased that our Board Chair, Dr Fischer, was 

invited to give evidence to the Royal Commission in 

June as an expert witness. 
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We have also produced important 

policies on opioids, developed a Budget 

submission and a statement for the 

Federal election. Our field work during 

the second part of 2018 on voluntary 

assisted dying policy and practice led to the 

development of our Guiding Principles for those 

providing care to people living with a life-limiting 

illness where voluntary assisted dying legislation 

has been enacted. A major symposium was 

held in Melbourne to inform the development of 

these principles, with the ABC’s Dr Norman Swan 

facilitating the event in an informed and agile way.

PCA had significant conversations with the major 

political parties in the lead up to the election, with 

the Coalition, Labor and the Greens furnishing 

us with formal statements articulating their 

commitment to palliative care. Among the specific 

commitments was a $3.25m pledge to PCA to 

support, with others, the development of a national 

paediatric action plan and associated project work. 

PCA is committed to help address gaps in access 

to care faced by Aboriginal and Torres Strait 

Islander people. This is reflected in our work on 

the Talking in the Bush project, supported by the 

Dementia and Aged Care Services Fund, and the 

expansion of the Dying to Talk initiative into rural 

and remote communities.

Working with key stakeholders is a priority for us, 

and I have spent time meeting with, and learning 

from, our very productive Member Organisations, 

Affiliate Members and a host of others working 

in palliative care and related areas. I have greatly 

appreciated the warm welcome I have received and 

the guidance readily provided.

I pass on my thanks to the hard working staff 

at PCA, both past and present. Though they are 

small in number, they are big on commitment, 

whether they work in clinical advice, governance, 

communications, events, policy and projects or 

administration.

The biggest challenges, of course, lie ahead. But 

so do the opportunities to drive change, so all 

Australians living with a life-limiting illness have 

access to quality palliative care, when and where 

they need it. I look forward to a productive 2019-

2020. 

Rohan Greenland 
Chief Executive Officer

“The biggest challenges, of 
course, lie ahead. But so do 
the opportunities to drive 
change, so all Australians 
living with a life-limiting 
illness have access to quality 
palliative care, when and 
where they need it.”
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EVENTS »» 3 parliamentary lunchboxes

»» Voluntary Assisted Dying Symposium, PaCSA 

launch

»» National Panel of Palliative Care Consumer and 

Carer Representatives Workshop

»» National Palliative Care Projects

Year at a glance

WEBSITE VIEWS

833,386  

RESOURCES VIEWED

226,676  

SUBMISSIONS TO 
GOVERNMENT

14  

PALLIATIVE MATTERS

32 
stories
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2030 VISION DOCUMENT 
LAUNCHED

SINGAPORE DELEGATION 

PALLIATIVE CARE STANDARDS ASSESSMENT 
PORTAL LAUNCH

WORLD HOSPITAL CONGRESS

NATIONAL PALLIATIVE CARE WEEK 2019 LAUNCH

Palliative Care

Working towards the future of quality palliative care for all

This version has been provided to the Australian Government for their internal 

purposes as it includes areas that PCA has identified for immediate funding 

considerations. 

This version is not for wider circulation.

FEBRUARY 2019
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Focus Areas for 
Palliative Care Australia

Following the move from an incorporated association to a company limited by guarantee 
(completed 2 July 2018), PCA reviewed the organisation’s strategic direction to consider 
the current palliative care environment and to align with the anticipated National 
Palliative Care Strategy (2018) which was subsequently released in February 2019.

The new strategic direction identifies focus areas towards our vision of quality palliative care for all - to 

promote palliative care as a human right for all Australians, to inform the community to contribute to the 

call for palliative care, and to lead the palliative care sector by being a viable and effective peak palliative 

care organisation.

Promote palliative care as a 
human right for all Australians

»» Identify palliative care as 

a national health priority, 

and promote development 

of appropriate legislation, 

regulations and standards 

to embed access to quality 

palliative care.

»» Promote a whole of government 

approach to the adequate 

funding of palliative care 

services.

»» Ensure health professionals 

have appropriate funding 

mechanisms, streamlined 

referral pathways, use innovative 

technologies and have access 

to palliative care education and 

training.

»» Promote Australia as a world-

class leader in palliative care 

provision.

Inform community to contribute 
to the call for palliative care

»» Strengthen the public dialogue 

on palliative care, end of life, 

dying, grief and bereavement 

through a national awareness 

campaign.

»» Provide high-quality and 

evidence-based information 

that is accessible, relevant and 

understandable.

»» Assist in the creation of 

supportive environments for 

communities to take greater 

responsibility in providing care 

and support for individuals and 

their families and carers.

Lead the palliative care sector by 
being a viable and effective peak 
palliative care organisation

»» Make a significant contribution 

to the policy agenda, and 

ensure governments are 

informed about, and respond 

appropriately to issues that 

are important to palliative care 

provision to a quality standard.

»» Strengthen partnerships across 

the government, corporate and 

philanthropic sectors to achieve 

our mission.

»» Promote and employ 

contemporary governance 

structures and maintain strong 

relationships with Member 

Organisations.

»» Foster beneficial relationships 

with other organisations to 

share skills and knowledge to 

improve the research agenda, 

develop innovative models of 

care that are readily translatable 

across settings, and facilitate 

appropriate data collection to 

measure the quality of life, dying 

and bereavement support.

PROMOTE INFORM LEAD
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OUR VISION

Quality palliative 
care for all.

OUR MISSION

To influence, foster 
and promote the 
delivery of quality 

palliative care for all.
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Governance

The PCA Board is a skills-based Board and its role is to provide governance and 
oversight to the operations of Palliative Care Australia Limited. 

The Board comprises:

Dr Jane Fischer Mr Andrew Allsop Mr Phil Plummer Professor Lindy 
Willmott

Ms Helen Walker Ms Judy Hollingworth Assoc Professor  
Moira O’Connor

Mr Alec Wagstaff

STAFF (AS AT 30 JUNE 2019)

Rohan Greenland CEO

Kelly Gourlay National Policy Advisor

Tamara McKee Business Operations Manager and 

Company Secretary

Jacqui Murkins National Events and Partnerships 

Manager 

Grace Keyworth National Communications Manager

Kate Reed-Cox Nurse Practitioner Clinical Advisor 

Margaret Deerain Policy Advisor

Lisa Ralphs Aged Care Policy Advisor

Rebecca Storen Program Coordinator

Tim van Ierschot Community Engagement 

Coordinator 

Jocelyn White Finance Officer

Natalie Peck Communications Officer

Michelle Yim Events Coordinator

Genene Haines Administration and Events Officer

Jeanette Simpson Administration Services Officer 
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PROMOTE PALLIATIVE 
CARE AS A HUMAN RIGHT 

FOR ALL AUSTRALIANS
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PROMOTE

DEMENTIA AND AGED CARE SERVICES 
(DACS) FUND PROJECTS

Work continued on the two projects under the 

DACS fund, with both projects expanding on 

the existing Dying to Talk initiative. This Fund is 

an Australian Government initiative designed to 

strengthen the capacity of the aged care sector 

to better respond to the existing and emerging 

challenges of the aged care reforms.

One project seeks to support aged care staff to talk 

with people living with dementia about their end-

of-life preferences. In 2018-19, the project resources 

were trialed with three aged care providers (both 

in residential and home care), with an evaluation 

being undertaken by the Australian Catholic 

University. PCA have reviewed the evaluation and 

anticipate making new resources informed by this 

work public in the second half of 2019.

The second project seeks to support clinicians 

working in rural and remote Australia in their 

ongoing work in assisting their patients to reflect 

on their end-of-life preferences. In the first half of 

2019, a study commenced with a number of Royal 

Flying Doctor Service (RFDS) primary health care 

clinics in South Australia and Queensland, with 

results expected in the second half of 2019. The 

study aims to improve the rate at which end-of-life 

conversations occur in remote and very remote 

Australia in collaboration with the RFDS, and is 

being evaluated by a team from the Australian 

National University and Calvary Public Hospital 

Canberra. 

NEW RESOURCES TO SUPPORT 
CHILDREN WITH LIFE-LIMITING 
ILLNESSES AND THEIR FAMILIES

PCA marked World Hospice and Palliative Care 

Day 2018 by launching their paediatric palliative 

care resources in four additional languages: 

Arabic, Traditional Chinese, Simplified Chinese and 

Vietnamese to support families to have readily 

accessible, accurate information about paediatric 

palliative care available in Australia. These resources 

are available from palliativecare.org.au/children. 

The languages were selected in consultation 

with the Paediatric Palliative Care Australia and 

New Zealand (PaPCANZ) Members, following 

discussions about the needs of the families that 

they care for. 

In late 2018, PCA released the Paediatric Addendum 

– Palliative Care Services Development Guidelines, 

which builds on the existing Palliative Care Service 

Development Guidelines by identifying the specific 

needs and differences for providing palliative care 

for babies, children and teenagers. The Addendum 

is written for people involved in planning, funding 

and developing paediatric palliative care services. 

The Addendum and supporting background report 

is available from palliativecare.org.au/quality

In addition, PCA supported the End-of-Life 

Essentials team at Flinders University to produce 

an online, education module on paediatric end-of-

life care. The paediatric module is available from 

endoflifeessentials.com.au

These projects were funded by the Australian 

Department of Health under the National Palliative 

Care Projects. 

Promote
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PROMOTE

ELDAC

PCA continue to be a proud member of the 

End of Life Directions for Aged Care (ELDAC) 

project consortium that seeks to improve the 

care of older Australians through advance care 

planning activities and palliative care connections. 

The project, which is funded by the Australian 

Government Department of Health, officially 

launched in June 2018.

ELDAC continues to focus on four streams:

1.	 Capacity-building through access to toolkits and 

to online and phone support

2.	 Improved care and service provision through 

technology solutions

3.	Better understanding of issues through policy 

briefings and meetings

4.	Service and sector development through local 

and regional partnerships.

The ELDAC project is conducted by a national 

consortium of eight partners – Queensland 

University of Technology (QUT), Flinders University 

of South Australia (FUSA), University of Technology 

Sydney (UTS), Palliative Care Australia (PCA), 

Aged & Community Services Australia (ACSA), 

Leading Age Services Australia (LASA), Australian 

Healthcare and Hospitals Association (AHHA) and 

Catholic Health Australia (CHA).

ELDAC uses innovative technology solutions 

including toolkits and a telephone and web-based 

navigation service to support aged care workers, 

nurses and GPs to find information about end of 

life care and relevant local or regional services. The 

project is building connections between healthcare 

providers in specialist palliative care services and 

in the aged care sector with the aim of improving 

the quality of care for people in residential and 

community aged care settings.

PCA provides clinical advisory to ELDAC toolkit 

development, communications and media support, 

and continues to co-lead the ‘policy enablers’ work 

stream with the objective to prepare policy briefs 

to inform government decision-makers about key 

policy and planning issues. In 2018-19 two policy 

roundtables were held focusing on identifying and 

funding palliative care needs in residential aged 

care settings (15 Aug 2018) and community aged 

care (25 Oct 2018), which led to the development 

of Guiding Principles to be used to shape the needs 

identification, funding and delivery of palliative care 

within residential and community-based aged care 

in Australia.
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PROMOTE

PUBLIC HEALTH APPROACH TO 
PALLIATIVE CARE

In early 2019, La Trobe University Palliative Care 

Unit (LTUPCU) was awarded a five year grant 

from the Wicking Trust to support the expansion 

of the Healthy End of Life Project (HELP), which 

is developing systemic and innovative solutions to 

improve end-of-life outcomes. 

This project specifically focuses on enhancing 

end-of-life choices for older Australians and 

people living with dementia, by enhancing 

capability, capacity and sustainable leadership in 

local communities by harnessing the strengths of 

people’s existing networks.

LTUPCU is partnering with PCA to promote 

evidence-based public health approaches to 

end-of-life care in policy and service design and 

development.

HEALTHINFONET PALLIATIVE CARE 
AND END-OF-LIFE CARE PORTAL

PCA and Australian Indigenous HealthInfoNet 

launched the new Palliative Care and End-of-Life 

Care portal at Australian Parliament House in 

October 2018. The portal is designed to assist the 

health workforce who provide care for Aboriginal 

and Torres Strait Islander people, their families and 

communities. It seeks to support both clinicians 

and policy-makers in accessing resources, research 

and projects on palliative and end-of-life care for 

Aboriginal and Torres Strait Islander people. The 

portal is available from healthinfonet.ecu.edu.au.

The project was funded by the Australian 

Government Department of Health.

INTERNATIONAL ENGAGEMENT 
FRAMEWORK

PCA developed an International Engagement 

Framework to ensure Australia is viewed as a 

key player in the current global movement by 

international palliative care organisations, and to 

ensure activities from Australia are coordinated 

and align with Australian government policy and 

directions. The Framework was approved by the 

PCA Board in April 2019 following the Strategic 

Direction 2019-2021. Activities in this reporting 

period that align with the Framework include:

»» Continued engagement with International 

Association for Hospice and Palliative Care 

(IAHPC), European Association for Palliative Care 

(EAPC), Asia Pacific Hospice and Palliative Care 

Network (APHN) and Hospice New Zealand.

»» A PCA delegation including the Board Chair 

attended the 16th World Congress of the 

European Association for Palliative Care in Berlin 

from 23 to 25 May 2019

»» PCA provided input into the Worldwide Hospice 

Palliative Care Alliance (WHPCA) Global Atlas 

on Palliative Care on behalf of the World Health 

Organisation 2nd ed. 

»» Following the opening of registrations to mark 

World Hospice & Palliative Care Day 2018, 

the PCA Oceanic Palliative Care Conference 

scheduled for Sept 2019 continues to draw 

international attention 

-- The IAHPC has provided funding through the 

Travelling Scholarship program for delegates 

to attend, with preference from lower and 

lower-middle income countries. The goal of 

this program is to provide financial assistance 

to palliative care professionals to attend 

events that will enable them to improve 

palliative care in their settings. These should 

ultimately lead to better and adequate policies 

and/or institutional norms, increased access 

to palliative care as well as access to essential 

medicines for pain relief and palliative care. 

Post conference each recipient will provide a 

report accessible online.

-- In addition to a number of international 

speakers there is a number of workshops 

including ‘International Collaboration to 

Advance Global Palliative Care’, ‘Transcultural 

Mentorship’ and ‘Humanitarian Emergencies’.
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INFORM COMMUNITY TO 
CONTRIBUTE TO THE CALL 

FOR PALLIATIVE CARE
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INFORM

NATIONAL PALLIATIVE CARE WEEK 2019

‘What Matters Most?’ was the theme for National 

Palliative Care Week (NPCW) 2019. This year, 

celebrated from 19–25 May, the theme asked 

Australians to reflect on what would be most 

important to them if they became seriously unwell.

In 2019, PCA focused on community engagement 

through social media channels, developing a series 

of competitions that were held in the four weeks 

leading up to NPCW.

NPCW 2019 was officially launched at a special 

morning tea event on Sunday, 19 May 2019 at 

Villagio Sant Antonio (a Canberra Residential 

Aged Care Facility). With just over 100 guests in 

attendance, the event was designed to celebrate 

and embody the NPCW theme of “What Matters 

Most?” – bringing together aged care residents, 

their family members, friends, care workers and 

volunteers. PCACT co-hosted the event, with 

new CEO Tracy Gillard officiating the formal 

proceedings. 

On Monday 20 May, PCA launched the Palliative 

Care Self Assessment (PaCSA) portal which 

replaced the former National Standards 

Assessment Program (NSAP). The event was 

attended by 34 key stakeholders.

Other organisations used the week to promote 

their work with palliative care, with 63 events being 

held across Australia. Importantly, other leaders in 

the health sector used the week to launch specific 

palliative care initiatives including:

»» Australian Institute of Health and Welfare 
(AIHW) Statistics: National statistics were 

released by the AIHW which showed that 

palliative care-related hospitalisations are 

growing faster than other hospital services. 

Between 2012-13 and 2016-17, palliative care-

related hospitalisations rose by over 25% 

from almost 62,000 to over 77,000. This is 

greater than the 18% increase recorded for all 

hospitalisations over the same period.  

»» The Rural Doctors Association of Australia: 
Released a media statement encouraging 

doctors to have the ‘difficult conversations’ early 

with their patients with a life-limiting illness. 

»» The Australian Medical Association: Released 

a media statement encouraging doctors and 

patients to discuss their end of life plans and 

formalise them in an advance care plan.

NPCW Coverage, Advertising and Collateral

NPCW 2019 received extensive coverage during 

the month of May. Over the month, more than 

1500 media articles mentioned NPCW or focused 

on palliative care, including a full-page advertorial 

in the Sydney Morning Herald and The Age 

newspapers on Sunday 19 May, the day following 

the Federal Election. While this was fewer articles 

than in 2018, it was still a very good result given the 

competition for coverage with the Federal Election. 

Radio Community Service Announcements

In 2019, PCA repeated the community service 

announcement (CSA) developed in 2018 to 

promote NPCW and the theme. The announcement 

was voiced by John Wood and Margot Knight. PCA 

arranged for the CSA’s to be distributed to radio 

stations across the country through Fairfax media 

syndication with the assistance of Brendan Sheedy 

and Bill Barrington. 

Collateral

PCA printed 3725 posters, 

14,500 pens, 6150 tea 

towels and 4500 ribbons for 

distribution to state Member 

Organisations, stakeholders 

and consumers. Additional 

materials were also made 

available for online download 

for other interested 

organisations.

Palliative Care Australia is funded by the Australian Government

Talk to those close to you about end of life and
what matters to you — understand palliative care
and the choices you have.

Find out more by visiting palliativecare.org.au
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Talk to those close to you about end of life and
what matters to you — understand palliative care
and the choices you have.

Find out more by visiting palliativecare.org.au
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INFORM

NATIONAL PALLIATIVE CARE WEEK 2019
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What matters most Advertising Feature

Making informed choices for what you want
‘Palliative care can have a
really positive impact on a
person’s quality of life.’
Dr Jane Fischer

The Dying to Talk Discussion Starter helps people converse about end-
of-life wishes, says PCA board chair Dr Jane Fischer (pictured, right).

Dying is as normal a part of life as being
born.Whilemany of us are quick to rally
around a newparent and offer help,
supporting family or friends at the other end
of life’s cycle is often not as forthcoming.
WhatMattersMost, the theme of

National PalliativeCareWeek (May 19-25),
asks all Australians to reflect onwhatwould
bemost important to them if they became
seriously unwell.
PalliativeCareAustralia (PCA) board

chairDr JaneFischer understands that as a
community, we can find death and dying a
difficult and emotional subject to discuss,
but says away to begin such a conversation
is to ask loved ones aboutwhatwouldmatter
most to them if they became seriously
unwell.
‘‘People need to startmaking informed

choices aboutwhat theywant, not just in
terms of theirmedical treatment but also in
terms of goals they’re trying to achievewith
the time they have left,’’ saysDrFischer.
‘‘Getting people to think about ‘what

wouldmatter tome if Iwas in that
situation?’ and ‘howdowemake surewe’ve
got a great palliative care system?’ are key
aims ofNational PalliativeCareWeek.’’
Havingworked in palliative care formore

than 30 years, Dr Fischer has seen it all,
including the death of her father.
‘‘My fatherwas diagnosedwithmultiple

myeloma anddied five years ago,’’ she says.
‘‘Wehaddiscussions all theway along and

hewas treating it actively, achieving his
goals and always talking about future
options.When the treatments started
impacting on his quality of life, he decided,
‘no’, he didn’twant anymore treatment, he
justwanted to enjoy the time he had left.

‘‘Hewas very clear that he didn’twant to
be in hospital. It was all about being
supported to die at home. I have an amazing
family.My three sisters andDad’s 13
grandchildrenwere all involvedwith his last
fewweeks.
‘‘Professionally, I often see loved ones

making decisions, and people at the end of
life having unnecessary or unwanted
treatments, because familyweren’t aware of

what theirwisheswere.’’
PalliativeCare

Australia’sDying to Talk
Discussion Starter guides you
through talkingwith a loved one about your
(and their) end-of-lifewishes.
‘‘It’s a very non-threateningway to start a

discussion. I know, fromexperience, the
older generation is not particularly good
about talking about it,’’ saysDrFischer.

‘‘WithmyMum, it was a greatway of
sitting downand informally saying, ‘Look,
Mum, here are some things to think about
and let’s start having a conversation’.We
need to normalise thewhole end-of-life

discussion aswe do for parents
planning for a birth.’’

Dr Fischer knows the
difference palliative care
makes to people and
their families and
stresses the need for it
to be a national health
priority.
‘‘Palliative care can

have a really positive
impact on a person’s
quality of life, but not
everyone in our

community has access to
the services they need.

Nor are they aware ofwhat
palliative care services can

deliver. That’s somethingweneed
to address,’’ she says.
‘‘Weneed tomake surewe raise

awareness about high-quality palliative care
services and thenwe’ve actually got tomake
sure people can access the care,wherever
they are.’’

Spe  e
o o

Talk to those close to you 
about end of life and  what 
matters to you — understand 
palliative care  and the 
choices you have.

Find out more by visiting 
palliativecare.org.au

Palliative Care Australia is funded by the Australian Government
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PALLIATIVE CARE

Patients told
to declare
final wishes
Kate Aubusson
Health editor

Rising numbers of palliative care
patients are dying in hospitals des-
pite the majority wanting to spend
their final days at home, national
data shows.
The rate of patients admitted to

hospital for palliative care is rising
faster than any other type of hos-
pital admission, according to the
latest Australian Institute of
Health and Welfare report.
Palliative care-related hospital-

isations rose bymore than 25.6 per
cent, from just under 62,000 to
77,369 between 2012-2013 and
2016-2017, the Palliative Care Ser-
vices in Australia report found.
Over the same period, hospitalisa-
tions overall rose by 17.6 per cent.
Dying is increasingly becoming

institutionalised, with more than
half of palliative care hospitalisa-
tions ending with the patient’s
death in 2017-2018 (51.6 per cent) –
up from 42.1 per cent in 2012-2013.
Yet surveys have consistently

shown the majority of Australians
want to die at home.
‘‘Although it’s difficult to be

definitive about the reasons for
this rise, Australia’s growing and
ageing population — paired with a
rise in chronic and incurable ill-
nesses — has led to an increased
need for palliative care,’’ AIHW
spokesman Matthew James said.
The data prompted theAIHW to

urge the population to plan their
end-of-life care and discuss their

wishes with their loved ones and
health professionals.
‘‘Today’s report shows us that

more people being admitted to hos-
pital are requiring palliative care
services, but we don’t know how
many of these people would prefer
to have received palliative care
elsewhere,’’ Mr James said.
Up to 70 per cent said they

wanted to die at home, yet 15 per
cent do so, Australian Bureau of

Statistics andAIHWdata shows. A
survey of 1000 Australians by Pal-
liative Care Australia (PCA) re-
leased yesterday found that while
79 per cent believe it is important
to talk about their end-of-life care
preferences, only 25 per cent had
done so with their families and
6 per cent with a doctor.
The most common reasons for

keeping quiet were that they
weren’t sick (40 per cent), they
were too young (30 per cent), the
subject made them uncomfortable
(24.5 per cent), or they didn’t want
to upset their loved ones (21.2 per
cent). More than one-third of re-
spondents were aged over 55.
“DuringNational Palliative Care

Week we’re challenging Australi-
ans to put those fears to the side . . .
and start a conversation with their
loved ones,” PCA deputy chairwo-
man Judy Hollingworth said.
Patients aged over 75 accounted

for 53 per cent of palliative care
hospitalisations, according to the
AIHW report. One in 10 were un-
der 55.

Cancer patients accounted for
almost half (46.7 per cent) of all
palliative care hospitalisations.
Close to one-third (30.7 per

cent) of hospitalisations for pan-
creatic cancer patients were palli-
ative, 27.4 per cent for lung cancer
and 20.8 per cent for brain cancer.
The average length of stay in

hospital for palliative care patients
was just over 10 days, and cost
Medicare $6.1 million, up from
$4.7 million in 2012-2013.
Palliative care advocates have

long called for more support for at
home services. The inability to
manage a crisis at homewas one of
the primary reasons people are ad-
mitted to hospitals in their last
weeks, according to the Grattan
Institute’s 2014 Dying Well report.
The report estimated the aver-

age cost of community palliative
care packageswas about $6000 for
the last three months of life.
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DYING TO TALK ART COMPETITION

2018-19 has included two separate online art 

competitions. These competitions have been a 

fantastic tool to engage with the community, and 

encourage people to think and talk about death 

and dying.

The 2018 art competition was entirely an online 

competition, and followed the theme of ‘What 

matters most during the holiday season’. This 

theme encouraged artists to create artworks 

reflecting what was important to them at 

Christmas, and consider if this would change 

if they were to become seriously ill. In total the 

competition received 125 entries from across 

Australia.

There were three categories of winners for this 

competition including the Overall Prize, Peoples 

Choice Prize, and PCA Staff Choice Prize. Our panel 

of judges for the competition included Les Stahl, an 

artist currently living with younger onset dementia, 

Sarah Richards, a local Aboriginal artist, and Karen 

Benjamin, the overall winner from the 2017 edition.

A total of 1877 public votes were received for the 

People’s Choice award and during the competition 

the Dying to Talk website had approximately 

28,700 page views. Over half of these visits (15,962) 

were linked to the art competition. 

The 2019 art competition was launched in May 

2019, and will run until September 2019. In addition 

to the online gallery, this edition also includes a 

physical exhibition as part of the 2019 Oceanic 

Palliative Care Conference. The theme “To Infinity 

and Beyond”, is intended to highlight how palliative 

care is about living life to the full, right up until the 

end, and ties into overall OPCC conference themes 

and work streams. 

Our three judges in 2019 include Christopher Young 

and Connie Petrillo, who are artists from Western 

Australia, and Sosan Nasir who was a winner from 

the 2018 competition. At the close of submissions 

in early July 2019, the competition had received 

138 entries, continuing the upward trajectory in 

engagement from previous years.

Both the 2018 and 2019 competitions were actively 

promoted through PCA communication channels 

including social media and weekly eNews, as well 

as circulated through numerous art networks 

across the country. This has translated into a steady 

increase in participation in the competition, as 

seen through an increase in entries and an increase 

in overall engagement with PCA. This increased 

engagement has been across both PCA and Dying 

to Talk webpages and social media posts, which 

have received a high number of comments, shares 

and click throughs.

Palliative Care Australia Annual Report 2018-1920



INFORM

NATIONAL REGISTER OF PALLIATIVE 
CARE CONSUMERS AND CARERS

The National Register of Palliative Care Consumers 

and Carers (The National Register) is designed 

to foster opportunities for consumers and carers 

to engage in palliative care health policy, service 

delivery and reform activities on a national level.

PCA commenced recruitment for consumer and 

carer representatives at the beginning of October 

2018. Applications were received from a diversity 

of location, age, gender and lived-experience 

and seven applicants were chosen as inaugural 

members of the National Register. This membership 

includes representation across the Australian 

Capital Territory, New South Wales, Queensland, 

South Australia, Tasmania, Victoria, and Western 

Australia. PCA will continue to expand the 

membership over the next 12 months. 

To support our representatives PCA have planned 

an ongoing schedule of training and development 

opportunities. This included an initial induction 

teleconference in December 2018, followed by a 

full day face-to-face workshop held in collaboration 

with the Consumers Health Forum in Canberra in 

April 2019. 

A dedicated webpage for the National Register has 

been established on the PCA website. This includes 

information about the purpose of the National 

Register, how to become involved as a consumer 

representative, and how to engage a consumer 

representative. There is also information about each 

consumer representative, with headshots as well as 

written and video biographies available.

There have already been a number of engagement 

opportunities both internally and externally, and 

PCA will continue to actively promote the National 

Register and the value of consumer engagement 

to identify opportunities in the future. A series of 

videos showcasing the consumer representatives 

have been developed for the Oceanic Palliative 

Care Conference in September 2019. These videos 

explore opportunities, issues, and future directions 

of palliative care.

Our consumer and carer representatives have all 

expressed a strong enthusiasm to help change the 

palliative care landscape in Australia, and are keen 

to engage wherever possible.

22ND INTERNATIONAL CONGRESS 
ON PALLIATIVE CARE INNOVATION 
CHALLENGE

PCA were notified in September 2018 that their 

entry focused on the Dying to Talk Initiative was 

one of six finalists in the International Congress’s 

first Innovation Challenge celebrating innovation 

that is leading progress in palliative care. Fifty-one 

entries were received from 16 countries, with the 

finals taking place at the Congress in Montreal on 

3 October 2018 via a presentation to the voting 

audience and panel of eminent international 

palliative care judges. Whilst a Canadian project 

won the overall Challenge, this was a valuable 

opportunity to showcase the PCA initiative on the 

international stage!
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ENGAGEMENT CHANNELS

Website

PCA is continually developing resources and 

improving the website that was built in early 2015. 

The number of people visiting the website in the 

2018-19 financial year was 369,387, viewing more 

than 770,000 webpages. 

Engagement with the Dying to Talk website 

continues to grow, with more than 58,000 page 

views from more than 19,000 different users.

Media

PCA continues to feature in the media in print, 

online and on broadcast news. PCA published 27 

media releases in the past financial year.

These releases covered a range of topics from 

improving palliative care in an aged care setting 

to voluntary assisted dying. PCA continues to 

be contacted for comment on a range of topics 

in the sector with CEO Rohan Greenland and 

Board Chair Dr Jane Fischer regularly providing 

interviews.

eNews

PCA distributes a weekly eNews email to provide 

a summary of information about palliative care 

research, projects and news to a subscriber list 

of more than 5,500 people. This is a key channel 

for PCA to inform and engage with stakeholders, 

members and policy makers about the work of PCA 

and others in the sector. 

Palliative Matters

Since its introduction, Palliative Matters has 

attracted significant engagement both on the PCA 

website and over social media channels. During 

2018–19, there have been 32 Palliative Matters 

stories published that were read over 80,000 times.

Palliative Matters has been extremely popular over 

social media channels and continues to engage the 

broader community with PCA.

Social Media

Social media is one channel PCA employs to 

maintain and build connections with people 

working in and interested in palliative care in 

Australia and around the world. Social media 

engagement has grown significantly during the 

period and remains a key channel for engagement 

across the sector and into the community.

PCA increased its social media presence in 2018–19, 

with an 11% increase in Facebook followers.

1 July 2018 

17,024 

30 June 2019 

19,038 

Increase 

11%
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PALLIATIVE CARE 2030 

In February 2019, PCA released its vision document 

Palliative Care 2030: Working Towards the Future 

of Palliative Care for All, developed at the request 

of Minister for Health Greg Hunt in 2018 to coincide 

with release of the updated National Palliative Care 

Strategy. 

Palliative Care 2030 outlines guiding principles to 

assist the health, disability and aged care sectors, 

governments and the general community, to plan 

and prepare for the future where Australians will 

live longer, demand an improved quality of life, 

and access to high quality palliative care when 

living with a life-limiting illness. Underpinning this 

is the assumption of ongoing commitment by 

governments to appropriately invest in, and plan 

for the delivery of palliative care, in co-design with 

specialist palliative care and the broader palliative 

care sector. 

The principles include:

»» All Australians have a human right to high quality 

palliative care.

»» Australia will maintain the universal health 

system, and equity of access remains a priority 

for all levels of government. 

»» Palliative care is highly regarded as person and 

family centred, where the individual needs of 

people who are living with a life-limiting illness, 

their carers and family will determine which 

services they access at any given time. 

»» It is well-accepted that there is benefit in 

providing palliative care concurrently with 

disease-modifying therapies in response to 

changing needs of people living with a life-

limiting illness, not only once all treatment aimed 

at a cure had ceased. 

»» Palliative care is available for all ages, 

encompassing the needs of paediatric 

populations through to older Australians.

»» Grief and bereavement support is not just an 

integral component of specialist palliative care 

but of all healthcare. 

»» Support and resourcing for the planning and 

development of culturally safe and culturally 

aware palliative care services is common place 

to ensure culturally relevant requirements are 

addressed. 

»» When new technologies and advancements 

in health and care are developed, appropriate 

privacy provisions are in place that are 

acceptable in the wider community.

Importantly, 2030 will mark 16 years after the World 

Health Assembly (WHA) endorsed palliative care as 

a human right under article 12 of the International 

Convention on Economic, Social and Cultural 

Rights (ICESCR), specifically stating that: ‘access to 

palliative care and to essential medicines… including 

opioid analgesics … contributes to the realization of 

the right to the enjoyment of the highest attainable 

standard of health and well-being’. 

Legislation should be introduced that strengthens 

every Australian’s right to palliative care, to include 

provisions regarding a right to information; carer 

support such as adequate leave entitlements, and 

flexible and responsive care and location of care 

options. 

PCA and its membership will continue to work with 

governments and the health sector to realise this 

vision. 

Palliative Care

Working towards the future of quality palliative care for all

This version has been provided to the Australian Government for their internal 

purposes as it includes areas that PCA has identified for immediate funding 

considerations. 

This version is not for wider circulation.

FEBRUARY 2019

Lead
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VOLUNTARY ASSISTED DYING AND THE IMPACT ON PALLIATIVE CARE

PCA has provided national leadership on voluntary 

assisted dying and its interface with palliative 

care, following the 2017 decision by the Victorian 

Parliament to begin a Voluntary Assisted Dying 

Scheme in June 2019 and other jurisdictions 

commencing enquiries and drafting legislation. 

In October 2018 a delegation from the PCA Board 

and management travelled to Canada and the 

US to talk to palliative care professionals, peak 

bodies, service providers and academics to hear 

first-hand, their experience of implementation of 

voluntary assisted dying within their jurisdictions 

and the impact on palliative care services. These 

conversations held in Canada and the US were then 

developed into a report, Reflections and Learnings- 

Assisted Dying in Canada and the United States, 

that was published by PCA in December 2018.

The PCA Board Delegation’s two key messages 

were that:

1.	 The health sector needed guiding principles to 

assist them to work and engage respectfully with 

each other. 

2.	 It was vital Australia ensure that appropriate 

care is always provided to people living with a 

life-limiting illness. The principle of patient non-

abandonment needed to be front and centre of 

health services’ minds when developing policies 

and caring for people who wish to explore 

voluntary assisted dying. 

Alongside the Board Delegation report, PCA also 

commissioned a literature review from Aspex 

Consulting, to explore the international experience 

on the palliative care sector of the legalisation 

of voluntary assisted dying in Oregon (USA); 

Washington State (USA); the Netherlands; Belgium; 

Canada; and Quebec Province, Canada. The 

resulting report, Experience Internationally of the 

Legalisation of Assisted Dying on the Palliative Care 

Sector, was also published in December 2018. 

PCA’s next step was a comprehensive consultative 

process to draft a national set of guiding principles 

for those providing care for people living with a 

life-limiting illness. This included a Symposium 

in April this year that brought together palliative 

care leaders, other health peak bodies and 

representative groups to flesh out these principles 

with the assistance of two delegates from the 

Canadian Medical Association who were able 

to share their experiences of working through 

the implementation period of Canada’s medical 

assistance in dying laws. Following this symposium, 

Voluntary Assisted Dying in Australia: Guiding 

Principles for those providing care to people living 

with a life-limiting illness was published in June 

2019. 

PCA’s position statement on euthanasia and 

physician assisted suicide is also undergoing 

a review through the national policy advisory 

committee and is expected to be released in 

September 2019. 

Voluntary Assisted 
Dying in Australia
Guiding principles for those providing care to  
people living with a life-limiting illness

Why are these principles necessary?

Palliative Care Australia (PCA) acknowledges that 

where introduced or being considered, legislation 

within Australian jurisdictions that legalises voluntary 

assisted dying1 will pose many ethical, personal and 

professional issues for health professionals, care workers 

and volunteers who are providing care to people living 

with a life-limiting illness, or working in or engaging with 

organisations providing any level of palliative care. 

The purpose of these guiding principles is two-fold:

1. To ensure appropriate care is provided to a person 

living with a life-limiting illness at all times; and

2. To maintain appropriate, respectful and cooperative 

relationships between health and care professionals. 

There are seven guiding principles of equal importance 

that are designed to sit alongside legislation (if 

applicable), organisational ethical frameworks or 

professional codes of conduct. Underpinning these 

principles are the following fundamental elements of 

palliative care:

 - A person and family-centred approach to care 

accepts that an illness has an impact on both the 

individual and their family2 and carers. 

 - Dying is a normal part of life and a human 

experience not just a biological or medical event. 

 - All care is based on patient safety, current and 

comprehensive clinical assessment, delivered in 

accordance with the person’s expressed values, 

goals of care and preferences, and informed by the 

best available evidence.

 - Distress caused by symptoms (physical, 

psychosocial or spiritual) is actively pre-empted, 

and when it occurs, the response is timely and 

effective with the dignity of the person prioritised at 

all times.

 - Suffering is a multidimensional experience not 

confined to physical symptoms, which is subjective 

and unique to an individual, often involving 

psychological distress and existential concerns that 

must be explored appropriately. 

1. In this document the term voluntary assisted dying is used to be consistent with the Voluntary Assisted Dying Act 2017 (Victoria) which defines voluntary 
assisted dying as the administration of a voluntary assisted dying substance (a poison or controlled substance or a drug of dependence for the purpose of 
causing death) and includes steps reasonably related to such administration. It is intended to incorporate other descriptions including medical assistance in 
dying, physician assisted suicide, and voluntary euthanasia.

2. Family includes self-designated family
3. Specialist palliative care comprises of multidisciplinary teams including medical practitioners, nurse practitioners, nurses and allied health and other 

professionals, most of whom will have specialist qualifications, extensive experience and skills in palliative care (and for whom this is their substantive 
role and area of practice) to support people with more complex and persistent needs. Source: Palliative Care Australia (2018) Palliative Care Service 
Development Guidelines [online]. 

Who do these principles apply to?

The coordination of care for people living with a life-

limiting illness may be undertaken by a wide range 

of professionals across many organisations and 

settings. People will have different levels of need for 

palliative care, which may vary over time, increasing or 

decreasing in complexity. 

This includes:

 - People who provide palliative care as part of 

a broader scope of practice such as general 

practitioners, nurses, pharmacists, allied health 

professionals and aged care workers.

 - Specialist palliative care3 team members including 

palliative care physicians, nurse practitioners, 

palliative care nurses, specialist allied health, grief 

and bereavement counsellors and spiritual care and 

pastoral care workers 

 - Care and support workers and volunteers in 

organisations or settings where they may interact 

with people who are living with a life-limiting illness 

or people nearing the end of their life.

JUNE 2019
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PLANNING FOR THE OCEANIC 
PALLIATIVE CARE CONFERENCE IN 
SEPTEMBER 2019

PCA has hosted the biennial Australian Palliative 

Care Conference (APCC) since its inception in 

Adelaide in 1990. This event has a proud history 

of bringing people together to contribute to the 

national discussion on palliative care in Australia.

In order to have an even wider reach as we work 

with the support of our counterparts from Hospice 

New Zealand and the International Association of 

Hospice and Palliative Care (IAHPC), PCA decided 

to rebrand the conference to the Oceanic Palliative 

Care Conference (19OPCC). The rebranded 

conference was formally launched at the Hospice 

New Zealand Conference in Auckland in September 

2018. 

This rebrand not only strengthens the ties between 

Australia and New Zealand, but also provides 

an opportunity to facilitate knowledge and skills 

transfer across the Oceanic Region. Together there 

is a lot we can offer one another in our endeavours 

to provide quality palliative care as well as making 

our collective knowledge available to the rest of the 

world.

We’re fortunate that IAHPC will support people 

from low and middle-income countries to attend 

19OPCC and to share their experiences with 

attendees.

The 19OPCC program was launched in May 2019, 

with the theme “Universal Access: Oceans of 

Opportunities” which will focus on palliative care 

as a human right and underserved populations. A 

record number of 348 abstracts were submitted 

for consideration within the program on this theme, 

with 300 presentations accepted into the 3-day 

program. 

We look forward to welcoming everyone to 19OPCC 

in Perth in September 2019.

SUPPORTING PROVIDERS TO DELIVER 
HIGH QUALITY PALLIATIVE CARE – 
PALLIATIVE CARE SELF ASSESSMENT 
PORTAL

In direct response to sector feedback and an 

evaluation report by the Centre for International 

Economics in 2015, the National Standards 

Assessment Program (NSAP) was put on hold and 

underwent a comprehensive redesign over 2017-18.

This work was lead by an expert steering 

committee of stakeholders, who developed the 

newly named Palliative Care Self Assessment 

(PaCSA). The portal provides services with the 

ability to self assess their delivery of palliative 

care services against the National Palliative Care 

Standards (5th ed), mapped to the National Safety 

and Quality Health Service Standards (2nd ed). 

The aim of self assessment is to provide services 

with a quality improvement action plan to improve 

services provision and capability and most of all to 

improve patient, carer and community outcomes. A 

poster presentation on PaCSA was presented at the 

EAPC 2019 Conference in Berlin in May.
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RECONCILIATION ACTION PLAN

PCA’s Innovate Reconciliation Action Plan (RAP) 

is guiding the reconciliation activities of our 

organisation between March 2018 and February 

2020. This important document endorsed by 

Reconciliation Australia, is a practical tool that 

enables PCA to make a contribution towards 

reconciliation in Australia. 

Through the activities outlined in our RAP we aim 

to develop a greater awareness and understanding 

of the culture and importance of Aboriginal and 

Torres Strait Islander people. The RAP also supports 

us to create opportunities for engagement with 

Aboriginal and Torres Strait Islander individuals and 

businesses, organisations and communities, with an 

ultimate objective to ensure culturally appropriate 

palliative care resources and services are available 

for all Australians.

This year has seen the launch of the Palliative 

Care and End-of-Life Care Information Portal 

in collaboration with the Australian Indigenous 

HealthInfoNet which was launched by Minister 

Wyatt at Parliament House. The Portal is for the 

health workforce who provide care for Aboriginal 

and Torres Strait Islander people, their families and 

communities. It seeks to support both clinicians and 

policy-makers in accessing resources, research and 

projects on palliative care and end-of-life care for 

Aboriginal and Torres Strait Islander people.

PCA continues to participate in the Close the Gap 

Steering Committee and attended a Close the 

Gap Refresh Roundtable in August 2018 following 

our submission to the Closing the Gap Refresh 

consultation. We also contribute the Program 

of Experience in the Palliative Approach (PEPA) 

Aboriginal and Torres Strait Islander Advisory 

Group which aims to improve palliative care 

education and training for Aboriginal and Torres 

Strait islander people.

This year PCA has implemented a new ‘Cultural/

Ceremonial leave policy’ to ensure there are no 

barriers to staff participating in significant cultural 

events. PCA has promoted and celebrated Close 

the Gap day, National Reconciliation week, and 

NAIDOC week by encouraging staff to attend 

local events and activities where possible. We 

have also learnt more about the traditional land 

owners of the ACT and surrounding region with 

all staff participating in an Aboriginal Connections 

to Tidbinbilla walking tour, led by an Indigenous 

Ranger in November 2018.

The 2019 Oceanic Palliative Care Conference 

program will also include dedicated work streams 

that focus on Aboriginal and Torres Strait Islander 

health. Scholarships have also been provided to 

enable attendance by a number of health & care 

workers who care for Aboriginal and Torres Strait 

Islander people.

PCA remain active in the promotion of important 

Aboriginal and Torres Strait Islander stories, 

projects, and events through our communication 

channels including on Facebook, Twitter, and 

through our Palliative Matters and weekly eNews 

publications. 

NATIONAL POLICY ADVISORY 
COMMITTEE

PCA’s National Policy Advisory Committee (NPAC) 

is responsible for providing high level advice to 

the Board on palliative care issues and policy, 

and accompanying advocacy. NPAC includes 

representation from all PCA member organisations 

and affiliate members, who contribute their ‘on the 

ground’ experience working with services and the 

sector.

In 2018-19 NPAC met three times, with two 

face‑to‑face meetings (November 2018 and March 

2019) and one meeting by teleconference (June 

2019). 
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SUBMISSIONS

PCA represents the palliative care sector to the 

Australian Government. To this end, a number 

of submissions were developed, representing 

the views of the palliative care sector to ensure 

that palliative care and issues relating to end of 

life care were considered in the development of 

policy. PCA works collaboratively with a number of 

organisations to develop policy submissions and 

position statements.

Submissions in the period

»» Submission to the Senate Standing Committees 

on Community Affairs on the Aged Care Quality 

and Safety Commission Bill 2018 (Sept 2018)

»» Submission to the Medical Research Future Fund 

on the 2018-2020 Priorities Consultation (Sept 

2018)

»» Submission to the Royal Commission into Aged 

Care Quality and Safety Terms of Reference 

(Sept 2018)

»» Submission to the Standing Committee on 

Health, Aged Care and Sport on the Inquiry 

into the Aged Care Amendment (Staffing Ratio 

Disclosure) Bill 2018 (Oct 2018) and appearance 

at the public hearing (26 Oct)

»» Submission – Treasury for the 2019-20 Budget 

(February 2019) 

»» Release of Palliative Care 2030: Working towards 

the future of palliative care for all (February 

2019)

»» Release of the 2019 Federal Election Statement

»» Submission – Streamlined Consumer Assessment 

for Aged Care Discussion Paper (February 2019) 

–online survey

»» Submission - Pain Draft Report from the Pain 

Management Clinical Committee of the Medicare 

Benefits Schedule (MBS) Review Taskforce (April 

2019) after meeting with the Taskforce Chair in 

February 2019

»» Submission – Australian Government Research 

Council on the Australian and New Zealand 

Standard Research Classification (ANZSRC) 

Review (April 2019)

»» Attended the Australian Government Budget 

Briefing (April 2019)

»» Submission - Report from the Nurse Practitioner 

Reference Group to the Medicare Benefits 

Schedule (MBS) Review Taskforce (6 June 2019) 

»» Submission - Australian National – Aged Care 

Classification (AN-ACC) Consultation Paper 

(June 2019) 

Royal Commission into Aged Care Quality and 
Safety

PCA has engaged extensively with the Royal 

Commission since the announcement in November 

2018 and in part, this work led to the importance 

of palliative care being recognised with the issues 

canvassed in hearings held in Perth (24 – 28 June 

2019). The documents PCA prepared for the Royal 

Commission in his period are available, including Dr 

Fischer’s (PCA Board Chair) witness statement and 

the Issues overview: palliative care within aged care 

via the PCA website.

Position Statements

»» Developed a ‘Grief and Bereavement’ Policy 

Statement in collaboration with the Australian 

Centre for Grief and Bereavement (Aug 2018). 

»» Developed ‘Palliative Care 2030: Working 

towards the future of quality palliative care for 

all’ at Minister Hunt’s request (Feb 2019).

»» Released the updated ‘Paediatric Palliative 

Care’ Position Statement in collaboration with 

PaPCANZ (Feb 2019)

»» Developed the ‘Sustainable access to 

prescription opioids for use in palliative care’ 

Position Statement (May 2019) 
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END OF LIFE PARLIAMENTARY FRIENDS GROUP

In 2018–19 PCA held three meetings of the 

Parliamentary Friends End of Life Group. These 

meetings provided an invaluable opportunity to 

update parliamentarians and other stakeholders 

on the important issues in palliative care and 

end‑of‑life care. Topics covered included:

Palliative care: Reform, Funding, Data (August 
2018)

Speakers included:

»» Dr Stephen King, Commissioner, Productivity 

Commission 

»» Dr Stephen Duckett, Health Program Director, 

Grattan Institute Prof Mike Woods, UTS Business 

School Centre for Health Economics Research

»» Associate Professor Anna Barker, Head of 

Member Health Innovations, Medibank

Palliative Care and Indigenous Australians 
(October 2018)

Minister of Indigenous Health, Senior Australians 

and Aged Care the Hon Ken Wyatt AM, launched 

the Palliative Care Indigenous Health Resource Hub; 

a collaboration between Palliative Care Australia 

and Indigenous HealthInfoNet. Speakers included:

»» The Hon. Ken Wyatt AM, Minister of Indigenous 

Health, Minister for Senior Australians and Aged 

Care

»» Professor Neil Drew, Director, Australian 

Indigenous HealthInfoNet, Edith Cowan 

University

»» Richard Weston, CEO, The Healing Foundation

»» Fiona McCallum, General Manager, Good Grief

The future of quality palliative care for all 
(February 2019)

PCA launched its vision document, Palliative Care 

2030: Working Towards the Future of Palliative Care 

for All. Speakers included:

»» Dr Jane Fischer, Board Chair, Palliative Care 

Australia

»» Dr Stephen Duckett, Health Program Director, 

Grattan Institute 

»» Associate Professor Amanda Walker, Clinical 

Director, Clinical Care Standards, Australian 

Commission on Safety & Quality in Health Care

»» John Chapuis, Retired Army Colonel, and a 

member of PCA’s newly established National 

Register of Palliative Care Consumers and Carers
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COLLABORATING WITH PARTNER ORGANISATIONS

The success of PCA’s work relies on our extensive 

formal and informal partnerships with many 

organisations.

PCA is a leading national source of expertise 

and experience when it comes to palliative care 

policy. This knowledge is shared via many modes, 

including through presenting at conferences, 

contributing to policy development of partner 

organisations and providing input through high 

level representation on committees.

During 2018-19 PCA presented and/or exhibited at 

a number of conferences and events, including:

»» Australian Pharmacy Professional (APP) 

Conference 2018. Gold Coast, 3–6 May 2018 and 

7-10 March 2019

»» Australian Primary Health Care Nurses 

Association (APNA) National Conference, 

Brisbane 10-12 May 2018

»» Palliative Care Nurses Australia Conference 

(PCNA) 2018. Brisbane, 20–21 May

»» Good Life, Good Death Expo and Summit, 

Townsville 29-30 Jun 2018 and Brisbane, 2-3 Dec 

2018

»» International Dementia Conference, Sydney 7-8 

June 2018

»» Australian Grief and Bereavement Conference, 

Sydney, 8-10 August 2018

»» Country Women’s Association of Australia 

National Conference, Canberra 28-31 August 

2018

»» Hospice NZ Palliative Care Conference 19-21 

September 2018

»» The Australian & New Zealand Society of 

Palliative Medicine (ANZSPM) Biennial 

Conference, Manly, 6-9 September 2018

»» Australian College of Nurse Practitioners (ACNP) 

National Conference, Canberra 10-13 September 

2018

»» 2018 International Congress on Palliative Care, 

Montreal Canada, 2-5 October 2018

»» National Rural Health Conference, Hobart, 24-27 

March 2019

»» National Hospice Symposium Gold Coast, 15 

March 2019

»» 16th World Congress of the European 

Association for Palliative Care (EAPC), Berlin 

23‑25 May 2019

PCA undertook extensive collaboration and 

consultation with the palliative care sector, peak 

bodies and other organisations involved in palliative 

care in 2018-19. 

PCA is a member of the following as a peak body:

»» CareSearch National Advisory Group

»» PalliAGED National Advisory Group

»» Carer Toolkit National Reference Group.

»» Palliative Care Education and Training National 

Advisory Group

»» Doctors Legal Education Advisory Committee 

for the Australian Centre for Health Law 

Research

»» National Aged Care Alliance (NACA) 

»» Australian College of Nursing End-of-Life Policy 

Chapter

»» End of Life Directions for Aged Care (ELDAC) 

Consortium led by Queensland University of 

Technology 

»» Caring@Home Steering Committee and National 

Advisory Implementation Committee

»» Aboriginal and Torres Strait Islander Advisory 

Group for PEPA 

»» Advance Care Planning Australian Engagement 

Advisory Group

»» Australian Centre for Health Law Research End 

of Life Law for Clinicians Advisory Committee 

»» Pain Australia National Strategic Action Plan 

Committee

»» AIVL (Australian Injecting and Illicit Drug Users 

League) Healthy Ageing Project Advisory Group.
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PCA also participated in various government 

committees to ensure palliative care was 

embedded into policy discussion. PCA is a Member 

of the following Government committees:

»» The Close the Gap Campaign Steering 

Committee, Australian Human Rights 

Commission as a founding member (2006 – 

present)

»» Australian Advisory Council on the Medicinal 

Use of Cannabis managed by the Office of 

Drug Control, Dept. of Health (February 2017 – 

present)

»» The Australian Institute of Health and Welfare 

(AIHW) Palliative Care and End- of-life Care Data 

Development Working Group (November 2017 – 

present)

»» The Dept. of Health Palliative Care 

Communication Reference Group (Nov 2017 – 

present)

»» The Independent Hospital Pricing Authority Sub-

acute working group (Mar 2018 – present)

»» Greater Choice for at Home Palliative Care 

Budget Measure Working Group (Feb 2018 – 

present)

»» Therapeutic Goods Administration Opioid 

Regulation Advisory Group (Sept 2018 – present) 

»» COAG Australian Industry and Skills Committee 

(AISC) Aged Services Industry Reference 

Committee (Oct 2018 – present).

PCA has also consulted/collaborated with many 

other organisations, including:

Aboriginal health organisations

»» Aboriginal Medical Services Alliance Northern 

Territory (AMSANT)

»» Apunipima Cape York Health Council 

(Apunipima, QLD)

»» Australian Indigenous Doctors’ Association (AIDA)

»» Australian Indigenous HealthInfoNet

»» Congress of Aboriginal and Torres Strait Islander 

Nurses and Midwives (CATSINaM)

»» Indigenous Allied Health Australia (IAHA)

»» National Aboriginal and Torres Strait Islander 

Health Worker Association (NATSIHWA)

»» National Aboriginal Community Controlled 

Health Organisation (NACCHO)

»» The Healing Foundation

Professional bodies

»» Australian College of Mental Health Nurses

»» Australian College of Rural and Remote Medicine

»» Australian Medical Association (AMA)

»» Australian Primary Health Care Nurses 

Association (APNA)

»» Palliative Care Nurses Australia (PCNA)

»» Royal Australian College of General Practitioners 

(RACGP)

»» Royal Australian College of Physicians (RACP)

»» Rural Doctors Association of Australia (RDAA)

»» The Pharmaceutical Society of Australia

»» The Pharmacy Guild of Australia

Peak bodies

»» Aged and Community Services Australia (ACSA)

»» Aged Care Guild

»» Australian Hospitals and Healthcare Association 

(AHHA)

»» Cancer Council WA

»» Carers Australia

»» Catholic Health Australia

»» Consumers Health Forum (CHF)

»» Council on the Ageing (COTA)

»» Country Women’s Association of Australia and 

affiliates in NSW, VIC, TAS, NT, QLD

»» Dementia Australia

»» Federation of Ethnic Communities’ Councils of 

Australia (FECCA)

»» Leading Age Services Australia (LASA)

»» National Rural Health Alliance (NRHA)

»» The Public Health Association of Australia 

(PHAA).

Government sector

»» Australian Commission on Safety and Quality in 

Health Care

»» Australian Digital Health Agency

»» Australian Institute of Health and Welfare

»» Australian Productivity Commission

»» Therapeutic Goods Administration
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