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The designs core represents the individual, family and community. 
The eight symbols around this core represent the states and territories 
to reflect the national connection and wider community. It symbolises 

the safety of the environment, the reach and network that spread 
the word and education provided by IPEPA.

Together they can provide the right environment for Aboriginal and 
Torres Strait Islander peoples to understand palliative care and know 

that IPEPA is there to assist in the best way possible.

Your Care. Our Mob.



Acknowledgement of Country
We acknowledge and pay our deepest respect to the past, present, and future Traditional Custodians 
and Elders of the many lands on which we work and live, and the continuation of cultural, spiritual, and 
educational practices of Aboriginal and Torres Strait Islander peoples. 

We acknowledge that Aboriginal and Torres Strait Islander peoples are the first healers of, and have been 
caring for sick ones on Country for over 60,000 years. As distinct nations and clan groups, there are many 
intercultural variations in practices, Lore, language, beliefs, and customs.

We also acknowledge that because of colonisation, many Aboriginal and/or Torres Strait Islander people did 
not grow up with their families and Community, or on their Island or Country, and so may not have had the 
influence or knowledge of culture and Community. They may also have other cultural and religious practices 
that they follow, such as Christian traditions. We acknowledge the need for health professionals to be 
respectful of intercultural variations, as well as individual choices in providing care throughout the end-of-life 
journey.

IPEPA and PCC4U respectfully acknowledge the cultural sensitivities surrounding Sorry Business, Sad 
News and Finishing Up. Aboriginal and/or Torres Strait Islander people are advised that this toolkit and 
the linked resources may contain images, videos and voices of people who have passed away.

About PCC4U
The Palliative Care Curriculum for Undergraduates 
(PCC4U) project provides palliative care learning 
and teaching resources for entry-to-practice health 
programs. More information about PCC4U can be 
found at www.pcc4u.org.au 

About IPEPA
The Indigenous Program of Experience in the 
Palliative Approach (IPEPA) is a grassroots approach 
to breaking down the barriers to palliative care for 
Aboriginal and Torres Strait Islander peoples across 
Australia. More information about IPEPA can be 
found at https://pepaeducation.com/about-ipepa/ 

Introduction
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Copyright
As a part of this copyright you may download, display, print and reproduce this material in unaltered form 
only (retaining this notice) for your personal, non-commercial use or use within your organisation. Apart 
from any use as permitted under the Copyright Act 1968, all other rights are reserved. Requests and enquiries 
concerning reproduction and rights should be addressed to: pepa@qut.edu.au or pcc4u@qut.edu.au

In some cases, copyright also rests with the Australian Government’s Department of Health in accordance 
with the contractual agreement between both parties. The user must acknowledge the contributions  
of the Department of Health in any relevant correspondence, public announcement, advertising material, 
research report or other material produced by or on behalf of the user in relation to the PEPA/IPEPA  
or PCC4U projects.

The user will respect the moral rights of the authors and acknowledge the contribution of the authors in any 
relevant correspondence, public announcement, advertising material or reports when using or quoting the 
work of the authors.

All logos and trademarks in this document are the property of their respective owners.

© 2023 Queensland University of Technology, Brisbane.

To cite this document, use the following:
IPEPA/PCC4U Project Teams (2023). Palliative Care Toolkit for Aboriginal and Torres Strait Islander Health 
Professionals, Queensland University of Technology, Brisbane.

Unless otherwise attributed, images used in this resource are from the IPEPA animations project. 
Photograph images are used under licence from Shutterstock.com.

Statement from IPEPA National Indigenous Manager, Allyra Hulme
The PCC4U project team developed this toolkit resource in partnership with IPEPA. IPEPA is a 
grassroots approach to breaking down the barriers to palliative care for Aboriginal and Torres Strait 
Islander peoples across Australia.

This toolkit has been developed through First Nations-
led community engagement and two-way consultation 
involving engagement with key First Nations 
stakeholders, organisational and project partners, 
educators and students. Learning aligns with key strategic 
frameworks for education and cultural responsiveness.

The toolkit supports holistic and culturally-responsive 
care. It has been designed to educate health professionals 
about the important role they play in breaking down the 
access barriers to mainstream healthcare, experienced by 
Aboriginal and Torres Strait Islander peoples. Students 
are provided with opportunities to reflect on a living and 
flexible model of service delivery and consider how their 
practice can support this.
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Language and Naming Terms
This resource acknowledges that language and 
naming terms are interwoven in a history of 
domination and colonisation that continues to 
perpetuate misunderstanding and misrepresentation 
of Aboriginal and Torres Strait Islander peoples 
today. We acknowledge that although the terms 
‘Indigenous’, ‘Aboriginal’ and ‘Torres Strait Islander’ 
may be accepted, these are colonial labels that 
were imposed on peoples with diverse cultures and 
languages. 

In acknowledging that many Aboriginal and Torres 
Strait Islander people identify with Country, Nation, 
Clan or Island groups, the individual’s preferred 
terms have been used where possible in references 
to videos and case study examples. 

When referring more generally, we respectfully use 
the terms, ‘our Community’ or ‘Aboriginal and Torres 
Strait Islander peoples’.

This resource also uses the words:
 � Sick person – to refer to the person who 

is living with life-limiting illness. In other 
healthcare contexts this person might be 
referred to as a patient or client

 � Family – to refer to anyone who a person 
considers to be their family. Those who 
share kinship connections, emotional 
bonds, common values, responsibilities, and 
contribute to the wellbeing of each other

 � Community – to refer to the families and 
groups that share collective cultural practices, 
connections to the lands and waters where 
they live or from which they have been 
displaced. The term Community also extends 
beyond family to a wider group of people 
with shared connections and responsibilities, 
in which people are accepted and embraced.

Looking after yourself
 � We acknowledge that palliative care is sensitive business and deeply respect the journey that 

you are taking to learn how to better support people, families and communities who are living 
with life-limiting illness and at the end of life. 

 � This learning content covers many different aspects of life-limiting illness, end-of-life care, dying 
and death. Thinking and learning about palliative care and end-of-life care can be upsetting. It is 
very important to look after yourself and talk to an Elder, family member or friend if you need 
support.
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Karlu Karlu, Devils Marbles Reserve, NT

Key Resources
The following links provide access to key resources for further learning in palliative care: 
 IPEPA: Indigenous Program of Experience in the Palliative Approach – a grassroots approach 

to breaking down the barriers to palliative care for Aboriginal and Torres Strait Islander peoples 
across Australia. 

 Gwandalan National Palliative Care Project: eLearning Modules: a series of engaging eLearning 
modules to support frontline staff to deliver culturally-responsive palliative care.

 Gwandalan: Dillybag (Resources): an interactive resource for frontline staff containing tools  
and resources to support you in providing person-centred, culturally-responsive palliative and 
end-of-life care.
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Toolkit Overview

Palliative Care Toolkit Learning Outcomes

This toolkit is intended to provide a range of 
content, learning activities and resources in relation 
to the topic area, with the aim being to enhance the 
capacity and confidence of the Aboriginal and Torres 
Strait Islander health workforce in providing care to 
those affected by life-limiting illness.

Key learning areas are aligned with the content 
provided in the Indigenous Program of Experience in 
the Palliative Approach (IPEPA) workshop education 
for Aboriginal and Torres Strait Islander Health 
Professionals.1 This education has been developed 
through community engagement and two-way 

consultation to provide education that meets the 
specific learning needs of Aboriginal and Torres 
Strait Islander Health Professionals in the context of 
palliative care. Learn more about IPEPA here.

The development of the toolkit aligns with key 
strategic frameworks for education and cultural 
responsiveness. Learning outcomes for each 
section have been aligned to the ‘knowing, being, 
doing’ approach to learning seen in Indigenous 
Allied Health Australia’s Cultural-Responsiveness 
Framework.

Module 1: 
Understanding 
palliative care

Module 2: 
Yarning about 
palliative care

Module 3: 
Symptom 

management in 
palliative care

Module 4: 
Loss, grief and 

healing

Module 5: 
Looking after 

yourself

View online here
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Module 1: Understanding palliative care

Understand what palliative care is, the key principles and who needs it.

Identify the features of a rights-based approach to providing palliative care.

Develop awareness of the role you have in supporting people with palliative care needs.

Module 3: Symptom management in palliative care

Understand approaches to managing common symptoms for people affected by life-limiting illness 
and at the end of life.

Provide support to individuals and families in managing symptoms and providing care at the end of 
life.

Module 2: Yarning about palliative care

Understand personal challenges in approaching yarns with people about life-limiting illness and end 
of life.

Develop confidence in yarning with people and their families about palliative care.

Use a shared decision-making model to approach yarns about palliative care and advance care 
planning.

Module 4: Loss, grief and healing

Understand key aspects of loss and grief, and recognise the range of reactions and impacts on 
individuals, families and communities.

Develop self-awareness on how personal experiences of loss and grief can impact on practice and 
what strategies are available to support personal healing pathways.

Offer support, information and resources to individuals, families and communities who are dealing 
with loss and grief.

Module 5: Looking after yourself

Understand the importance of self-care when working with people affected by life-limiting illness.

Develop self-care practices that support personal healing and social and emotional wellbeing.

DoingBeingKnowing

IPEPA/PCC4U: Palliative Care Toolkit for Aboriginal and Torres Strait Islander Health Professionals  9 



About the toolkit content
The content can be explored and learning activities done individually or in group settings.

The toolkit content provides different options for learning experiences, and you can identify these by the 
following icons and colours: 

Doing 
Activities where you do something to learn more. This might be watching a video, looking 
at resources or relating what you have learned to your work role.

Thinking
Taking time to think back and reflect on your experiences, whether in your work setting 
or personally.

Applying
Activities where what you are learning about palliative care can be applied in an example 
or case study situation.

Yarning
A chance to yarn with someone in your family or community about what you are 
learning, or to yarn in a work or study group about particular aspects of the content. 

Information for educators
For educators who are using this resource in their teaching practice, we have developed an Educator Guide 
to help you support students in undertaking the resource, use the resource in workshop-style learning 
environments, and implement individual and group activities. 

The Educator Guide also provides detailed mapping of the Toolkit contents to various aspects of the relevant 
training packages.

The Educator Guide is available with the online version of this resource via our LMS. You can also contact 
the PCC4U project team for one-on-one support with using this resource pcc4u@qut.edu.au
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What is palliative care?
For many people, the words ‘palliative care’ can bring up feelings of sadness, fear and worry. For others, it 
might bring up a memory of a loved one. Your experiences of palliative care might have been negative, or 
you might have been in a situation where a person’s passing was an experience of dignity and strength.

Part 1:  What is palliative care and who needs it?

1.  What comes up for you when you hear the words ‘palliative care’?

Thinking

Dhungala / Murray River, VIC
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1.  Watch the IPEPA Video: What is palliative care?
2.  How would you explain what palliative care is to a person in your family or community? Write or say 

aloud the words you would use.

Doing 
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Myths and misunderstandings about palliative care
There are some myths and misunderstandings about palliative care that are widely believed in Community, 
and also among many healthcare professionals.

1.  Have you heard any of these before?
 � Palliative care brings death closer, it’s the beginning of the end
 � You can only receive palliative care in the hospital
 � Palliative care is just for the elderly
 � Pain is part of dying, you can’t avoid it
 � Palliative care is only for people with cancer
 � Palliative care is just for when people are dying
 � Once you start palliative care, you can’t get any more treatment
 � Accepting palliative care means you’ve given up.

 Write down any other comments or beliefs about palliative care that you’ve heard.

Thinking
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The spirit of palliative care
There are several key aspects of the palliative approach to care that are important to understand:

Palliative care is 
for all people living 
with life-limiting 
illness, regardless 
of their diagnosis

A life-limiting, or serious illness is the term used to describe an illness or disease 
that can’t be cured. It is an active, progressive, advanced disease. 
This includes a wide range of illnesses including:

 � Chronic kidney disease
 � Chronic liver disease
 � Heart disease
 � Respiratory disease
 � Dementia
 � Cancer
 � Degenerative neurological diseases (eg, motor neurone disease and muscular 

dystrophy)
 � Other degenerative illnesses, frailty or significant deterioration.1

Palliative care is  
not just for when 
people are dying

Palliative care can be provided at any stage of a person’s journey with life-limiting 
illness and includes the ongoing care for the person and their family after death.
End-of-life care is the term used to describe the care provided in the last few days  
or weeks of life, when it has been recognised that a person with a life-limiting illness 
is dying.

Bereavement  
care

End-of-life  
stage

Living with  
serious illnessDiagnosis

Palliative care  
is focused on  
quality of life

Quality of life means different things to different people. It can include:
 � Being comfortable and pain-free
 � Being at home / dying at home
 � Being able to socialise, yarn and spend time with family or community
 � Being able to do the things that bring you joy, like fishing or being out on 

Country
 � Having as much independence as possible
 � Not feeling like you are a burden to the people who care for you
 � Feeling emotionally and spiritually well.

To understand what quality of life means for each person and their family, we need 
to consider individual needs and how best to support people to live with purpose 
and comfort. 
Talking with people and listening to them is critical to the process of developing 
goals of care.
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Palliative care  
is person and  
family-centred

Person and family-centred care is healthcare that places the person and their 
family at the centre. This means people are listened to, informed, respected and are 
making their own healthcare decisions – and their wishes are honoured throughout 
the healthcare journey.
The relationship between the sick person, their family and the healthcare team 
can be greatly strengthened by encouraging two-way communication about things 
that matter so that everyone knows more, and can be working together to make 
decisions about ongoing care. For example, special considerations for visitors might 
be needed to allow space for larger family groups and access to the sick person 
whenever needed.2 

Palliative care  
is holistic

Palliative care uses a holistic approach – managing pain and other physical 
symptoms while also focusing on the emotional, cultural, social and spiritual needs 
of the person and their family. 
Goals of care focus on comfort, quality of life, living well and maintaining important 
connections.

 � Spiritual needs: Who we are and what we value, attitudes, relationships, 
behaviours, rituals, faith, religion, place of death, Dreaming stories and 
Songlines, meaning, purpose, and reasons for hope.

 � Cultural: Unique cultural and personal experiences.
 � Physical: Symptom recognition, understanding and management, information 

about treatment, body image, sexuality.
 � Social: Family, friends, community, neighbours, pets, financial, legal, support 

groups, respite, travel and accommodation, and family meetings.
 � Emotional: Depression, anxiety, denial, diagnosis, language differences, fear 

of hospital or treatment. 

Snow Gums, Baw Baw National Park, VIC
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Definitions
The definition of palliative care that IPEPA uses is this: 

Palliative care is walking alongside people with serious illness, supporting them to live well and with 
sovereignty and dignity.3

National Aboriginal Community Controlled Health 
Organisation (NACCHO):  
Definition of health

World Health Organization (WHO):  
Definition of palliative care

Aboriginal and Torres Strait Islander health is “…
not just the physical well-being of an individual 
but refers to the social, emotional and cultural 
well-being of the whole Community in which 
each individual is able to achieve their full 
potential as a human being thereby bringing 
about the total well-being of their Community. It 
is a whole of life view and includes the cyclical 
concept of life-death-life.”4

Palliative care is “…an approach that improves the 
quality of life of patients and their families facing 
problems associated with life-threatening illness, 
through the prevention and relief of suffering 
by means of early identification and impeccable 
assessment and treatment of pain and other 
problems, physical, psychological and spiritual”.5

1.  How does this definition feel to you? What comes up when you think about this way of 
understanding palliative care?

1.  Read through these two definitions and make a note of the similarities between the NACCHO 
definition of health and the WHO definition of palliative care.

Thinking

Doing 
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Yarning

1.  There are many similarities between Aboriginal and Torres Strait Islander peoples’ understandings  
of health and the palliative approach to care. 

 So, if palliative care is similar to ‘our way’ (ie, holistic, family-centred, focused on quality of life)  
why don’t more people access it? 

 Have a yarn about this with your co-workers, class, family or Community.
 Write down some of the barriers to access that come up in your yarn.

Hallett Cove Conservation Park, SA
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Who can benefit from palliative care?

Uncle Chatty’s Story
Uncle Greg Chatfield “Chatty”, was a proud Aboriginal 
man with strong connections to Kamilaroi and Ngunnawal 
Country. Uncle Chatty was diagnosed with motor neurone 
disease, a degenerative neurological condition, with limited 
life-expectancy. At first, Uncle Chatty was very reluctant 
to engage with the palliative care service because of past 
experiences with mainstream health services.

1.  Watch the video that Uncle Chatty and his family made: Caring for our mob at the end of their life. 
In the video, some key aspects of palliative care are mentioned by Uncle Chatty, his family and the 
healthcare team. 

2.  Write down what came up for you when you watched this video – what did you see or hear that 
surprised you, or was different to your experience or ideas about palliative care?

Doing 
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1.  What does quality of life mean to you and your family?

2.  What does person and family-centred care look like in your work context?

3.  What barriers are there to providing holistic and family-centred care? 

Thinking
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Who can benefit from palliative care?
Palliative care is for everyone with a life-limiting 
illness. It is available at any stage of a person’s 
journey, not just when they’re dying. An approach 
to care that focuses on support and comfort for the 
whole person and their family is helpful at any time 
in a person’s journey with life-limiting illness.

Every person living with a life-limiting illness will 
experience this journey in a different way. However, 
there are patterns or trajectories for different 
illness types that can help us to know what a 
person’s journey might look like. Knowing about 
these patterns can help people to understand the 
experience and plan for the future.

1.  Watch the IPEPA video: Understanding trajectories of serious illness

1.  Can you think of people you have supported who have experienced these types of illness trajectories 
or patterns?

2.  Did they receive palliative care and at what stage of their illness?

Thinking

Doing 
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3.  Do you think an understanding of illness trajectories would support a person and their family’s 
experience of the palliative care journey?

4.  How does understanding trajectories of life-limiting illness help you in your role?
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Babies, children and young people
Babies, children and young people also experience 
life-limiting illness and are usually cared for by a 
multidisciplinary team. This team includes specialist 
palliative care providers as well as primary health 
and community health professionals. The services 
provided by a specialist palliative care team might 
include sibling support, counselling and emotional 
support, networking activities, trained volunteers, 
help with accessing services and specialist care. 

Being cared for by palliative care teams does not 
mean that the baby, child or young person with 
life-limiting illness is dying soon. In fact, when well 
supported, many with life-limiting illness live into 
adulthood, but palliative care helps the baby, child 
or young person to live as well as possible.6

Understanding care needs and being able  
to access relevant information will enable you 
to better support families where a child requires 
palliative care.

Practice Point

While supporting babies, children and young people 
with life-limiting illness might not be a common part 
of your work, it can be particularly challenging or 
upsetting. It is important to look after yourself in 
these situations, and seek support as needed.
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1.  Read through the SPICT-4ALL (a version of SPICT with less medical language). As you read, think 
about people you have been supporting recently who, according to the tool, might benefit from  
a palliative approach to care.

Doing 

How to identify when people need palliative care
Knowing when people would benefit from palliative care can sometimes be difficult. The Supportive  
and Palliative Care Indicators Tool (SPICT) is used to help the healthcare team, as well as family members 
and carers, identify people who have one or more health problems and whose overall health is getting 
worse. This is the time when the sick person and their family might need more support, and can start  
making a plan for their future healthcare.7 

Practice Point

You can play an important role in helping to identify people who would benefit from palliative care using 
tools like SPICT as well.
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The SPICTTM helps us to look for people who are less well with one or more health problems.  
These people need more help and care now, and a plan for care in the future. Ask these questions:
Does this person have signs of poor or worsening health?  
 Unplanned (emergency) admission(s) to hospital.
 General health is poor or getting worse; the person never quite recovers from being more unwell. 

(This can mean the person is less able to manage and often stays in bed or in a chair for  
more than half the day)  

 Needs help from others for care due to increasing physical and/ or mental health problems.
 The person’s carer needs more help and support.
 Has lost a noticeable amount of weight over the last few months; or stays underweight.
 Has troublesome symptoms most of the time despite good treatment of their health problems.
 The person (or family) asks for palliative care; chooses to reduce, stop or not have treatment;  

or wishes to focus on quality of life.

Does this person have any of these health problems?
Cancer
Less able to manage usual 
activities and getting worse.

Not well enough for cancer 
treatment or treatment is to  
help with symptoms.

Dementia/ frailty
Unable to dress, walk or eat 
without help. 
Eating and drinking less; 
difficulty with swallowing.
Has lost control of bladder  
and bowel.
Not able to communicate by 
speaking; not responding  
much to other people.
Frequent falls; fractured hip.
Frequent infections; pneumonia.

Nervous system problems
(eg Parkinson’s, MS, stroke, 
motor neurone disease)
Physical and mental health  
are getting worse.
More problems with speaking 
and communicating;  
swallowing is getting worse.
Chest infections or pneumonia; 
breathing problems.
Severe stroke with loss of 
movement and ongoing 
disability.

Heart or circulation problems
Heart failure or has bad attacks of 
chest pain. Short of breath when 
resting, moving or walking a  
few steps.
Very poor circulation in the  
legs; surgery is not possible.

Lung problems
Unwell with long term lung 
problems. Short of breath when 
resting, moving or walking a few 
steps even when the chest  
is at its best.
Needs to use oxygen for  
most of the day and night.
Has needed treatment with a 
breathing machine in the hospital.

Kidney problems
Kidneys are failing and general 
health is getting poorer.
Stopping kidney dialysis or 
choosing supportive care 
instead of starting dialysis.

Liver problems
Worsening liver problems in the 
past year with complications 
like:
• fluid building up in the belly
• being confused at times
• kidneys not working well
• infections
• bleeding from the gullet
A liver transplant is not  
possible.

What we can do to help this person and their family.
 Start talking with the person and their family  about why  

making plans for care is important.
 Ask for help and advice from a nurse, doctor or other professional 

who can assess the person and their family and help plan care.
 We can look at the person’s medicines and other treatments to 

make sure we are giving them the best care or get advice from  
a specialist if problems are complicated or hard to manage.

 We need to plan early if the person might not be able to  
decide things in the future.

 We make a record of the care plan and share it with people  
who need to see it.

Other conditions
People who are less well and may die from other health problems or 
complications. There is no treatment available or it will not work well.

Supportive and Palliative Care  
Indicators Tool (SPICT-4ALL™)
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UN Declaration on the Rights of 
Indigenous Peoples
The United Nations Declaration on the Rights of 
Indigenous Peoples (UNDRIP) provides the basis 
for a ‘rights-based’ approach that is essential in 
supporting culturally-responsive palliative care.  
Two of the rights that are outlined in the declaration 
are important to highlight:

 � The ‘right to health’ considers a range of 
social and economic factors that influence 
the situations or environments in which 
people can have a healthy life, and extends to 
the various underlying determinants of health 
such as food and nutrition, clean water, 
housing, adequate sanitation, safe working 
conditions and a healthy environment.8 
Other important determinants of health for 
Aboriginal and Torres Strait Islander peoples 
include cultural practice and expression, 
connection to Country, being on Country, 
self-determination and leadership, language, 
family, kinship and community, and identity.9

 � The ‘right to self-determination’ supports 
the right of Indigenous peoples to freely 
determine political status and pursue 
one’s own social, cultural and economic 
development. The loss of this right to live 
according to a common set of values and 
beliefs, and to have that right respected by 
others, is at the heart of the barriers that 
Aboriginal and Torres Strait Islander peoples’ 
experience in accessing quality healthcare, 
and especially palliative care. 

Human rights and culturally-responsive 
palliative care
The World Health Organization (WHO) describes 
palliative care as a human right and states that  
it should be provided through person-centred  
and integrated health services. 

When it comes to provision of palliative care,  
the WHO and UNDRIP provide a framework  
and a responsibility for the health workforce to 
ensure that those in our Community who are 
affected by life-limiting illness are able to access 
quality, culturally-responsive palliative care.10

The National Scheme’s Aboriginal and Torres Strait 
Islander Health and Cultural Safety Strategy 2020–
2025 highlights the commitment of health regulation 
bodies to ensure delivery of safe, accessible  
and responsive healthcare for our Community  
that is free of racism.11

The National Palliative Care Strategy acknowledges 
the barriers experienced by our Community  
in accessing palliative care, highlighting that ‘unique 
factors such as intergenerational trauma, cultural 
dislocation, oppression, and systemic racism 
influence decision-making around end-of-life 
considerations’.12

Part 2:  A rights-based approach
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Doing 

1.  Watch the Indigenous Narratives’ video Des’s Story. 
Des is an Aboriginal health worker from the Badimaya language group in the mid-west of Western Australia. 
In this video, Des tells the story of an Elder and his end-of-life journey. 

2.  From the descriptions Des provides, what do you think was important to the Elder?

3.  How were the Elder’s rights to self-determination, dignity and palliative care supported in this 
situation.13
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1.  What other strategies can you suggest that might help overcome barriers to palliative care for your 
Community?

Thinking

Supporting access to palliative care
Overcoming the barriers to palliative care is possible 
through focus on key strategies to improve access:

 � Enhancing community awareness of what 
palliative care is and the services that are 
available

 � Strengthening the capability of families  
and communities to care for people with 
palliative care needs at home in Community 
and/or on Country or Island

 � Ensuring an experience of cultural safety  
in all health service interactions

 � Building the capacity of the non-Indigenous 
health workforce to provide inclusive and 
culturally-responsive palliative care

 � Employing and training Aboriginal  
and Torres Strait Islander health professionals 
in palliative care

 � Building partnerships and networks between 
specialist palliative care, primary healthcare 
and communities, including having Aboriginal 
and Torres Strait Islander health professionals 
as part of the multidisciplinary care team.14
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The living model for palliative care 
service provision
The ‘living model’ is a model of palliative care 
service provision that incorporates all the important 
factors that can be applied to the situations of each 
healthcare service working with Community.  
It is a model of care that is flexible and supports 
service delivery and health policy.15

Eight key principles of palliative care were identified as foundation principles for this model.16

Adapted by IPEPA with permission17
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Eight Principles of Indigenous Palliative Care Service Delivery 16, 18

Cultural safety Cultural safety is a philosophy of practice that is about how a person does 
something, not what they do, in order to avoid engaging in unsafe cultural 
practice that ‘… diminishes, demeans or disempowers the cultural identity and 
wellbeing of an individual’.19

Equity Equity in healthcare means everyone having access to the same levels of care. 
Treatment options should be available to everyone with a life-limiting illness 
regardless of geographical location, cultural background, language/literacy level, 
religion or sexual orientation. 

Autonomy Also called self-determination or sovereignty, autonomy is about making sure 
that individuals and families are encouraged and enabled to take control of their 
own illness journey. 

Importance of trust Trusting relationships are a key part of being able to provide good palliative care. 

Humane, non-
judgemental care

Care for people affected by life-limiting illness needs to be humane, 
compassionate and non-judgemental. This links to the values of dignity (feeling 
worthy, honoured and valued) and compassion (being able to feel for another 
person’s suffering and wanting to help).

Seamless care The collaboration of the holistic multidisciplinary mix of healthcare professionals 
from all settings in providing care for the person and their family. Seamless care 
aims to provide continuity and consistency in staff caring for the sick person. 

Emphasis on living Focusing on living, and quality of life rather than on dying.

Cultural Respect Cultural Respect ensures that the person and their family are held in high regard 
and that respect is maintained for their cultural practices and beliefs. 
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1.  Share what you have learned in looking at the living model and the principles of palliative care, and 
yarn about what you think are the main aspects of care you can influence in your work role.

Yarning

Gariwerd / Grampians National Park, VIC
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National Standards, Codes and Guidelines
The National Palliative Care Strategy provides 
a vision for palliative care in Australia and 
communicates the guiding principles and goals for 
palliative care service delivery.12 

The National Palliative Care Standards outline 
the standards and elements of quality care for all 
Australians by specialist palliative care providers, 
while the National Palliative Care Standards for All 
Health Professionals and Aged Care Services outline 
standards for the generalist health workforce.20, 21

These palliative care-specific strategy and standards 
documents provide an important framework for all 
healthcare workers involved in caring for people 

affected by life-limiting illness. They reinforce 
safety and quality in healthcare, ensure consistency 
in service delivery and provide a nationally 
consistent statement about the level of care that 
people can expect from health services.

There are other national standards, codes  
and guidelines that are important to be aware  
of in relation to providing care for people affected 
by life-limiting illness, including:

 � ACSQHC National Consensus Statement: 
Essential Elements for Safe and High-
Quality End-of-Life Care 22

 � AHPRA & National Boards, Code of 
Conduct for Aboriginal and Torres Strait 
Islander Health Practice.23

Three Sisters, Blue Mountains, NSW
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Summary of the palliative approach  
to care
Consider the IPEPA definition of palliative care 
again:

Palliative care is walking alongside people with 
serious illness, supporting them to live well  
and with sovereignty and dignity.3

Palliative care is about:
 � Living, not dying – the intention is not  

to make life longer or shorter, but to respect 
the natural dying journey

 � Quality of life – supporting people to live as 
actively as possible in the time they have left

 � Holistic care – looking after the whole 
person, not just focusing on the physical 
symptoms of illness

 � Supporting families to help cope with  
the challenges of illness and loss, grief  
and healing

 � Comfort – providing prevention and relief  
of pain and other distressing symptoms

 � Early identification and assessment – to 
support comfort-focused care and help avoid 
unwanted treatments and hospitalisations

 � Teamwork – care is provided by a range 
of health professionals, trained volunteers, 
family, community and carers

 � Cultural safety and cultural respect –  
the person and their family and community 
are held in high regard, and care is provided 
in a way that honours cultural practices  
and beliefs.

Care provided in line with these standards  
ensures the people you support can expect: 

 � They are at the centre of all planning  
and decision-making around palliative  
and end-of-life care

 � Their individual, cultural and spiritual needs 
are honoured and respected when care  
is planned and delivered

 � They and their loved ones are treated  
in the way you would expect to be treated

 � Their preferences and values are recognised 
and respected

 � You, the sick person and their family  
are all treated with respect and dignity.

An approach to care where the sick person and 
their family are respected can provide an end-of-life 
experience of empowerment, strength, courage and 
wisdom. This can help to cope with the physical, 
emotional, social, cultural and spiritual issues 
experienced during the end-of-life journey. 

Practice Point

Many people who work in palliative care find 
encouragement in being able to make a difference 
and improve the quality of life for those with life-
limiting illness and their families.
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Resources for non-Indigenous health 
professionals
A key part of your role in supporting the provision 
of culturally-safe and responsive palliative care 
for our Community, especially within mainstream 
health services, involves linking non-Indigenous 
health professionals with resources to help 
develop cultural knowledge and cultural-
responsiveness.

You can share these resources with your non-
Indigenous colleagues to help them learn more.

Factsheets and Booklets:
 IPEPA Cultural Considerations Resource
 Sad News, Sorry Business: Guidelines for 

caring for Aboriginal and Torres Strait 
Islander people through death and dying

 Working with Stolen Generations

 Aboriginal and Torres Strait Islander 
Patient Care Guidelines

 Supportive care into the Dreaming:  
A guide for Aboriginal and Torres Strait 
Islander people through ‘Sorry Business’

Education Activities:
 PCC4U Focus Topic 2 Toolkit: Caring  

for Australian Indigenous peoples affected 
by life-limiting illness

 Gwandalan Palliative Care Project: 
eLearning Modules

 Clinical Yarning Website
 IPEPA Culturally-responsive palliative care 

workshop
 Australian Indigenous HealthInfoNet: 

Palliative and end of life care portal
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Uncle Joe is a 68-year-old man who has chronic kidney disease that is progressing to end-stage. Uncle Joe 
has seen other family members struggle with dialysis treatment and complications and has decided not  
to go down that pathway. Uncle Joe has discussed this decision with his family, who support his decision. 
The Renal Specialist is concerned that Uncle Joe might not have fully thought through his decision and  
wants you to help convince Uncle Joe and his family to try dialysis. 

1.  How would you describe Uncle Joe’s choice to the specialist in terms of a rights-based approach?

2.  How would the key principles of palliative care (outlined in the Living Model) help you in advocating 
for Uncle Joe?

Applying
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You have a very important role in supporting and 
advocating for people affected by life-limiting illness. 
This includes supporting access to palliative care and 
helping to provide a model of palliative care service 
provision that is culturally-safe and responsive,  
as discussed in the previous part of this module.

Where is palliative care provided?
Where palliative care is provided, and who provides 
it, depends on the needs and wishes of the person 
and their family. This can change over time, with 
changing care needs. Part of your role involves 
supporting the sick person and their family to 
communicate their needs and wishes about where 
care is provided, and to communicate information 
from the broader healthcare team regarding care 
options.

Palliative care is provided in many different places 
and by many different health professionals. Not 
everyone with a life-limiting illness will need access 
to palliative care specialists or hospital-based 
care. For many people, care can be managed in 
community settings with the support of primary 
healthcare staff. Others will need access to specialist 
care from time to time when symptoms get worse 
(eg, pain, psychological distress and reduced 
mobility).

People with life-limiting illness can have care 
provided in:

 � Community-based settings (eg, at home, 
residential care, hospice, community-
controlled health clinics, GP clinics)

 � Hospital-based settings (eg, palliative 
care units, general wards, intensive care, 
emergency departments).24

Part 3:  Your role in providing palliative care

Image source: Palliative Care Australia24

Needs Patients

Patients with complex, unstable conditions 
requiring ongoing care. Primary care service 

would remain involved in care in partnership 
with specialist service, which would have an 

ongoing role in care provision.

Patients requiring consultation-based 
specialist palliative care on a episodic 

basis would remain under care of 
primary care service.

Patients approaching end of life 
whose needs can be met by a 

range of primary care and 
non-specialist palliative 

care options.

Complex

Intermediate 

Non-complex

This diagram shows how care can change, depending on the needs of the person and their family:
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Who is involved and what kind of care 
can be provided?
For many people, care can be provided by members 
of the primary healthcare team (eg, GP, clinic 
staff). Some might need input from healthcare 
professionals who are specially trained in palliative 
care (eg, specialist palliative care doctors, nurses, 
nurse practitioners, and allied health staff 

specialising in palliative care). Some palliative care 
services also have dedicated Aboriginal and Torres 
Strait Islander Health Professionals in their teams  
to provide support to people and their families.24

This image from the IPEPA training resources, 
highlights the range of roles involved in providing 
palliative care.17

Palliative Care Workforce

Aboriginal and Torres Strait Islander  
Health Worker / Health Practitioner /  
Liaison Officer

Nurses / Allied Health Professionals

Specialist Palliative Care Services

Counsellors and Psychologists

General Practitioner /  
Medical Specialist

Volunteers / Ambulance Service

Cultural Brokers / Interpreters

National Diabetes Support Service workers

NDIS Support Workers

Bereavement Support Worker /  
Funeral Director

Primary Health Care Services

Traditional Healers  
(Ngangkari, Maparn)

Pharmacist / Alternative Therapist

Aboriginal Medical Services

Aged Care Service Provider
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What kind of care can be provided?
Palliative care can help with:

Physical pains and 
worries

 � Symptom management and assessment
 � Comfort
 � Medication support
 � Specialist nurses and doctors, allied health staff
 � Shared care with the person’s GP.

Movement and 
independence

 � Occupational therapists and physiotherapists – help with equipment for home 
(eg, hospital bed, wheelchair, walking frame, lifting hoist, shower chair, etc.) 

 � Speech pathologists and dieticians – help with food and nutrition, swallowing.
Spiritual care  � Support of cultural beliefs and guidance following cultural practices

 � Advocacy
 � Yarning with family.

Supports and 
services

 � Social workers
 � Navigating systems, supported by Aboriginal and Torres Strait Islander health 

workers and practitioners
 � Family
 � Kinship care
 � Carers
 � Respite support.

Planning the end-
of-life journey

 � Advance care planning
 � Cultural information gathering and communication
 � Legal documents – wills, Advance Directives etc.25
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1.  Review the information about the palliative care workforce and the list of ways that palliative care 
can help. Consider the healthcare roles and parts of care that you are already familiar with. Write 
down anything that you need more information about and plan to learn more.

Thinking

Doing 

1.  Watch the video: Culturally appropriate palliative care in the West Kimberley to find out more about 
how palliative care can support people affected by life-limiting illness. Key moments in this video 
include:

 � Skin groups and family connections (6:32)
 � Leaving Country for treatment (11:37)
 � Cultural tips for health professionals (12:36)
 � When palliative care should be involved (20:17)
 � Death and our culture (23:41)
 � Importance of getting back to Country for end of life (25:05)
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What do people need?
The IPEPA resource, ‘What do people with serious illness need?’ can help you in your role to support people 
who are affected by life-limiting illness.3

WHAT DO PEOPLE WITH SERIOUS ILLNESS NEED?
How do we support our people to change a harmful experience of serious illness to a 
healing experience, that is grounded in sovereignty, dignity and self-determination?

Harmful 
experience Changing the experience Healing 

experience

REACTIVE

The ability to swim the river – hoping for the best and 
being prepared for the different currents - outcomes 
that may require you to adjust your swimming style.
Realise that if you are still swimming, you have hope 
and this hope changes throughout the illness journey, 
but it never needs to be lost.

HOPEFUL

UNAWARE

Understand the typical pattern or storyline  
of your illness.
Knowing what to expect about how the illness  
will affect your life as things progress.

INFORMED

UNSURE
Know your usual strategies for coping and facing 
challenges in life, so that you can better understand 
how you will cope with this challenge.

CONFIDENT

GENERIC  
NON-INDIGENOUS 
APPROACH

Be aware that you don’t have to accept the care and 
treatment options that are offered as standard care.
You can customise a holistic plan that meets your own 
needs, beliefs and preferences.

CULTURALLY SAFE 
AND RESPECTED

OVERWHELMED

Expect that your illness will have ripple effects  
on your family and community.
Ensure that your family, carers and community  
are supported so that you and your support  
system stay strong.

SUPPORTED

FRUSTRATED  
AND SCARED

Start conversations with healthcare staff about what  
to expect, rather than waiting for them to tell you. 
You have a right to know about anything that  
involves you.

PREPARED

Adapted from: Seow H & Winemaker S (2021) The Waiting Room Revolution: Unlocking the keys to a better illness experience, 
https://www.waitingroomrevolution.com/season-1-one-pager Used with permission.
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1.  Read through this IPEPA resource and yarn about how you could use this information to help support 
people affected by life-limiting illness. Make some notes about your ideas.

Yarning

Kakadu National Park, NT
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Debbie is a 45-year-old woman who has terminal (end-stage) ovarian cancer. Debbie has just agreed for her 
GP at the Aboriginal and Torres Strait Islander Health Service to refer her to a specialist palliative care team. 
Debbie is worried about the referral due to the negative things she has heard about palliative care.

1.  What kind of yarn would you have with Debbie about palliative care and how it could help in her 
situation?

2.  How would you use the IPEPA resource “What do people with serious illness need?” to yarn with 
Debbie?

Applying
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Legal considerations
The End of Life Law in Australia website provides 
accurate, practical and relevant information to assist 
healthcare professionals in working through the 
legal issues that can arise with end-of-life decision-
making. Information presented is about Australian 
laws relating to death, dying and decision-making 
at the end of life. These laws are very complex, 
particularly in Australia, where the law differs 
between states and territories, and where areas  
of uncertainty about the law exist.26

Voluntary assisted dying (VAD)
VAD refers to the assistance provided to a person  
by a health practitioner to end their life. It includes:

 � ‘Self-administration’, where the person takes 
the VAD medication themselves

 � ‘Practitioner administration’, where the 
person is given the medication by a doctor  
(or in some Australian states, a nurse 
practitioner or registered nurse).

The word ‘voluntary’ indicates that this is a 
deliberate choice of the person, and that they have 
capacity (mental capability) to decide to access  
VAD and maintain this throughout the process. 

VAD is a legal, ethical and social policy issue. 
In Australia, VAD laws have been passed in all 
states. There are restrictions on when VAD can 
be discussed, and which health professionals can 
do this. There are also restrictions on providing 
information about VAD. 

All registered health practitioners in Australia, 
including Aboriginal and/or Torres Strait Islander 
Health Practitioners, have specific responsibilities 
that influence how they communicate with people 
regarding VAD.

Recommended resources:
 Further information on the laws on VAD 

both in Australia, and how they intersect 
with palliative care and healthcare 
decision-making is available from the 
End of Life Law in Australia project

 The End of Life Law for Clinicians (ELLC) 
project has a range of online learning 
modules to help healthcare professionals 
build their understanding of the laws, 
and legal rights and responsibilities at 
the end of life. ELLC also has a module 
specifically focusing on Aboriginal and 
Torres Strait Islander peoples.

IPEPA/PCC4U: Palliative Care Toolkit for Aboriginal and Torres Strait Islander Health Professionals  43 

https://end-of-life.qut.edu.au
https://end-of-life.qut.edu.au/assisteddying
https://palliativecareeducation.com.au/login/index.php


Doing 

1.  Choose one of the above resources to explore in more depth. 
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Part 1:  Understanding personal challenges

Communication Challenges
Yarning with people about how they or their loved 
ones, want to be cared for as they age or become 
sick can be uncomfortable. 

Palliative care is generally a taboo subject for many 
communities. Death is often not widely discussed. 
Many people think that talking about dying and 
death can bring bad luck. Your role in helping 
people manage their fears, supporting effective 
communication and building trust is very important.

For health professionals living and working in 
Community, you might be experiencing Sad News 
or Sorry Business in your personal and working 
life at the same time. This can mean yarning 
about palliative care is even more challenging. 
It is important to look after yourself – for more 
information on this, go to our modules on  
Loss, grief and healing and Looking after yourself.

1.  How do you feel when you start thinking about palliative care, dying, death and end-of-life choices? 
Write down what you think the biggest challenges are for you in talking about this. Yarn with  
a co-worker or supervisor about this if you need to.

Thinking

1.  Watch the IPEPA video – Feelings

Doing 
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Your past experiences of yarning with people 
about palliative care, as well as your own personal 
life experiences, strongly influence the way you 
approach these kinds of yarns. 

It is also important to remember that when 
yarning about life-limiting illness:

 � The person and their family can be 
reluctant to acknowledge bad news 

 � The person and their family might need 
time to discuss the information to gain a 
complete understanding for all involved

 � Clear and appropriate communication 
between the person, their family and the 
healthcare team will pave the way for the 
best care to be provided.

Why is planning ahead important?
Cultural values are respectful of Elders and Country, 
however not all Elders will be able to live with family 
or return to Country as they near the end of their 
lives. Yarning about end-of-life wishes can support 
Elders with this if planned ahead. 

It’s important that this planning occurs before  
a person becomes too unwell. A person who has  
a chronic illness (eg, diabetes or heart disease), can 
become seriously ill quickly and they may become 
too sick to talk about what they want. If the sick 
person’s goals and wishes have been shared, 
then this will support the family, community and 
healthcare team to make decisions regarding care, 
such as tests, procedures, medicines, place of  
care etc.1

Having a plan for how a sick person and their family 
will be looked after allows wishes to be respected 
and provides peace of mind, knowing that the care 
team understands how the person wants to be  
cared for. 

Doing 

1.  Watch the video – Taking Care of Dying Time
In this video Chris Thorne, Aboriginal 
Community Support Worker for the Central 
Hume Primary Care Partnership, shares his own 
experience and the importance of making your 
wishes for future medical treatment known.2

2.  Watch the video – Final Footprints: My 
Culture, My Kinship, My Country
In this video we hear from Aboriginal and Torres 
Strait Islander Elders and health professionals 
talking about the important discussion on death 
and dying. It includes information on benefits of 
being on Country, death and dying, advance care 
plans and cultural protocols within the context 
of our Communities. Further information on this 
resource can be found on the Palliative Care 
Australia website.
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Advance care planning
An advance care plan helps everyone – family, 
community and the healthcare team – know what 
the sick person wants, should they become unable 
to speak for themselves. Experience tells us that 
when someone has a clear plan for how they 
want to be cared for, the person and their family’s 
experience is better managed because it takes away 
the challenge of guessing what the sick person’s 
values and wishes are. This may support the family 
to make decisions together, with less arguments.

The benefits of advance care planning are:
 � The sick person continues to have a say in 

their healthcare even if they’re too sick to 
speak for themselves

 � The sick person will have peace of mind, 
knowing they are more likely to receive 
treatment and care based on their wishes 
and values and NOT receive any unwanted 
treatments

 � Family and friends are relieved of the heavy 
emotional burden of having to make decisions 
without knowing what the sick person wants

 � Talking about these things can help to 
strengthen the relationships people have 
with their family and friends

 � Family and friends are free to grieve and 
spend peaceful time with the sick person in 
their end-of-life journey, as everyone knows 
what’s happening.

1.  What experience have you had of yarning with families regarding life-limiting illness, dying, death and 
end-of-life care? Yarn about what helps people in your roles have these kinds of yarns with people.

Yarning
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Doing 

1.  Watch the video Yarning our wishes: a film about planning for end of life
 This video is aimed at health professionals and community organisations that work in end-of-life care 

and with Community members in Western Sydney. 
2.  Make a note of the things you learn about advance care planning through listening to the stories 

shared in this film.

Key points about advance care plans:
 � Ideally, an advance care plan is written 

down, but it can also just be a conversation
 � An advance care plan does not need to be 

decided all at once. The person can take 
time to think about individual wishes and 
talk with family before making decisions

 � An advance care plan can be changed at 
any time if a person’s wishes or choices 
change

 � A sick person can choose to have a 
‘substitute decision-maker’ who can help 
guide the healthcare team in making 
decisions about care if the person is unable 
to speak for themselves

 � Once an advance care plan is written, it 
is helpful if a copy of it is included in the 
person’s health record. Family members, 
including the person’s substitute decision-
maker if they have one, and the person’s 
lawyer should also have copies.

 � In many states and territories, an advance 
care plan can be written in a formal 
document. Each state and territory have 
different forms and they are named 
differently.
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Doing 

1.  Access the Advance Care Planning Australia website and look at the Advance care planning in your 
state / territory section. Make some notes about advance care planning in your jurisdiction.

Harry is a 63-year-old man who has recently been diagnosed with dementia. Harry’s son, who is a nurse, 
suggested it would be helpful for him to make an advance care plan, but Harry tells you that he doesn’t 
understand why it’s important. 

1.  How would you approach a yarn with Harry about this?

Applying
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Part 2:  Developing confidence

Developing confidence in yarning about 
palliative care
The experience of living with a life-limiting illness 
has ripple effects on the sick person’s family and 
community. This can mean that conversations about 
the illness, care options, wishes and worries can be 
highly emotional. Many people will feel scared and 
unsure. Strong emotions make it very difficult for 
people to listen to and understand new or complex 
medical information, and also to talk about their 
needs and concerns. Occasionally, as a protective 
mechanism, fear transforms into anger in these 
conversations.

Yarning about palliative care and the end-of-life 
journey is often uncomfortable and challenging. 
Keep these key points in mind:

 � There is no right or wrong way for a sick 
person and their family to yarn about end-
of-life wishes – these are very personal and 
individual. How this is approached will be 
influenced by the person and their family’s 
culture, beliefs and experiences

 � Don’t assume that the yarn has already 
happened. Ask the sick person and their 
family for the plan. People might say, “The 
family know what I want. I’ve already told 
them”. However, it is always helpful to check 
that everyone has the same interpretation  
of the person’s wishes

 � Allow enough time to yarn – it’s best for the 
person and their family to take time to think 
about what’s important to them

 � Yarns about future care and end-of-life 
planning are likely to happen over time – not 
everything needs to be decided all at once

 � Resources and support services are available 
to help people and their loved ones to have 
challenging and sensitive yarns and make 
advance care plans.3, 4

Practice Point

It is very important in your role to develop strategies 
that help you build trusting relationships, listen well  
(to words and feelings), and know when you need to 
get support.

Resources for advance care planning
The below resources can be helpful for people and their families to learn more about advance care 
planning:
 Taking control of your health journey
 Advance care yarning: decision-making for end of life
 ‘Yarning our wishes’ resource booklet
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Open and respectful communication
Making the effort to deeply understand the values, beliefs, choices and what matters for the person  
and their family will create open and respectful communication. This is important to ensure person  
and family-centred care is provided. 

Open and respectful communication is often taken for granted in our day-to-day lives, and it is not until 
there is a communication breakdown that we realise how important it is to healthcare delivery, and 
particularly how important it is when supporting a person and their family through the journey with  
life-limiting illness.1

1.  How did this Community yarn about advance care planning? 

Thinking

Doing 

1.  Watch the video Finishing Up: Advance Care Plans on Groote Eylandt
This video resource tells the story of how the Anindilyakwa people of Groote Eylandt in the Northern 
Territory have embraced advance care planning, supported by local healthcare professionals.
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3.  What kind of experience does this appear to be for the person and family involved?

2.  What important things are explained? 
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Discussion starters
Using a discussion starter resource can be helpful 
in building confidence in yarning with people about 
their values, beliefs and choices. The Congress of 
Aboriginal and Torres Strait Islander Nurses and 
Midwives (CATSINaM) and Palliative Care Australia 
have developed a set of resources for Aboriginal 
and Torres Strait Islander peoples to help people 
think and talk about what’s right for them.5

1.  Access the Working Out What’s Right for 
You workbook and card pack resources. The 
discussion cards have instructions for using 
the cards in a one-on-one setting or with a 
group.

dyingtotalk.org.au

Aboriginal and Torres Strait Islander
Discussion Starter

WORKING OUT WHAT’S RIGHT FOR YOU

These Dying To Talk cards can be used to 
help someone talk about their wishes and 
preferences for their care at the end of life.

Talking in advance can reduce stress at the time of 
a serious illness and can help your family to make 
decisions about your care if you can no longer make 
them for yourself.

The cards have been designed to be used with a 
health worker, but can also be used by an individual 
or group.

As you look through the resources, think about how 
you might answer these questions, or which of the 
cards might be most important for you. 

Doing 

56  IPEPA/PCC4U: Palliative Care Toolkit for Aboriginal and Torres Strait Islander Health Professionals

https://palliativecare.org.au/campaign/aboriginal-torres-strait-islander-discussion-starter/
https://palliativecare.org.au/campaign/aboriginal-torres-strait-islander-discussion-starter/


1.  Share your experience with the Dying to Talk activity with some co-workers or other students to help 
build your confidence.

Yarning

Shore mangroves, Torres Strait
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Part 3:  Shared decision-making

Goals of care
Providing a palliative approach to care requires 
an understanding of the person’s illness, the 
symptoms associated with the illness, and their 
perception of the effects of those symptoms on 
the person and their family’s quality of life.6 

The term ‘goals of care’ describes what a person 
wants to achieve, within the context of their 
clinical situation. Goals of care are the clinical 
and personal goals a person has for a period 
of time that are determined through a shared 
decision-making process.

Throughout the illness journey, goals might need 
to be adjusted when the person’s health gets 
worse, or symptoms get harder to manage. Goals 
of care can also change, based on the family’s 
circumstances. For example, the sick person and 
their family might intend to have a home-based 
end-of-life journey, but due to the progression 
of the illness or treatment options available, this 
might not be possible. Families can also find that 
the experience of caring for a loved one at home 
is too stressful or not possible for them, so goals 
of care can be adjusted.7

Practice Point

Helping people to realise their goals of care through 
supportive measures is an essential part of your  
role. A person and family-centred approach to 
symptom management must consider the wishes  
of the person and their family, and the goals they 
want to achieve. Examples of goals include:

 � Feeling well enough to visit Country, 
especially if this involves travelling

 � Maintain or improve mobility
 � Manage fatigue to be able return to work
 � Be able to be part of a family or community 

event, enjoy a holiday
 � Be cared for at home or on Country.
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Shared decision-making
Due to the complex nature of life-limiting illness, 
people are frequently experiencing multiple 
symptoms at any one time. 

Assessing and planning care involves thinking  
about the person’s:

 � Illness trajectory and where the person is at 
in their experience of the illness

 � Goals of care, alongside the potential benefits 
and burdens of treatment

 � Advance care plan or wishes regarding future 
healthcare, treatment options or kinship 
care.8

The Finding your Way shared decision-making model 
was developed as a guide to shared decision-making 
in relation to vaccination, but the model can also 
be used to support yarning about other healthcare 
decisions. 

This culturally-adapted model can help our Community 
to feel safe and trusted to make informed decisions, 
based on values and beliefs. The model is shown in this 
image, where the eight inner circles represent the core 
elements of shared decision-making, opening doors to 
finding your way to health and wellbeing. Cue cards for 
each of the eight elements provide prompts for yarning 
with people.9
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1.  How could you use this model to yarn about palliative care in your work role or in Community?

Thinking

Doing 

1.  Visit the Agency for Clinical Innovation – Shared decision-making model website to see the model and 
access additional resources. Watch the video explaining how the model can be used by healthcare 
workers and Community.

Aunty May has end-stage heart failure. Aunty May’s family know the time she has left is short and they want 
to find out what she wants when she’s ‘finishing up’. Aunty May is worried about talking with the family – 
she doesn’t want to be a burden and knows everyone gets upset when they yarn about these kinds of things.

1.  How could you use the shared decision-making model to help Aunty May yarn with her family?

Applying
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Resources for families
 Going home to Dreamtime: A culturally-appropriate resource for the Southwest WA Community 

to explain palliative care and to assist the local community to integrate palliative care into their 
care needs, allowing support to be provided earlier in the stage of someone’s illness journey.

 Journey to Dreaming Toolkit and Diary: Developed by the NSW Aboriginal Health and Medical 
Research Council to provide information and support to help Aboriginal and Torres Strait Islander 
families provide family-centred palliative and end-of-life care for a loved one.

 Understanding the palliative care journey: a guide for individuals, carers, Communities and 
family: Published by the Victorian Aboriginal Community Controlled Health Organisation 
(VACCHO) to provide general information in assisting and gaining an understanding of what  
a palliative care journey may hold for Aboriginal and Torres Strait Islander people.

Larapunah / Bay of Fires, TAS
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Talking about symptoms
The aim of palliative care is to provide comfort and 
optimise quality of life, as determined by the person 
and their family. The focus of symptom management 
is not necessarily to cure a person’s symptoms, but 
to find out about the distress or worry caused by 
these symptoms and plan care around managing this 
distress.

When talking with people about symptoms, it can  
be helpful to ask open-ended questions, such as:

 � Of all the symptoms that are worrying you, what 
is the worst?

 � How do your symptoms affect your everyday 
life (eg, moving around, sleeping, daily activities, 
your sense of wellbeing)?

 � What ideas do you have for managing your 
symptoms?

 � What has your care team told you about your 
symptoms and the options for managing them? 

When talking about symptoms, give clear 
explanations, using words that people can 
understand, but not ‘dumbing down’ the information. 
Giving people time to ask questions is very 
important.

In situations where the person is unable to answer 
questions about their symptoms, it can be helpful 
to ask the family about their understanding of the 
person’s symptoms (eg, What do you think is worrying 
them the most?). 

It can also be helpful to support family members to 
understand that, while distressing, some of these 
symptoms can be ‘normal’ or expected as life-
limiting illnesses progress (eg, unusual behaviour, 
changes in personality, restlessness and agitation).

Part 1:  Managing common symptoms
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Symptom Assessment Scale (SAS)
The SAS is a tool that helps people talk about 
physical symptoms and how they feel about them. 

The sick person can score the symptoms themselves 
or a family member or health worker can help. 

The SAS can help the person’s healthcare team 
to identify, plan and provide the support a person 
needs to help with distressing symptoms.1 

The symptoms that the SAS covers are, pain, 
fatigue, breathlessness, nausea, appetite and bowel 
problems and difficulty sleeping. 

Image Source: Palliative Care Outcomes Collaboration 1
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Symptom management 
It is important to remember that, in deciding  
on the ways a person’s symptoms will be managed, 
the healthcare team needs to think about: 

 � The wishes and goals of care of the person 
and family

 � The overall physical condition of the sick 
person

 � Other health problems and symptoms
 � Access to and availability of equipment  

and resources
 � The willingness and availability of family  

to provide care
 � The likely effectiveness, benefits and risks  

of possible treatment options.

There are a range of symptoms that people with 
life-limiting illness commonly experience. This 
section will provide an overview of some of these 
symptoms.

Information is available for healthcare professionals, 
through a number of palliative care resources on 
the best ways to manage these common symptoms. 
The information provided by the CareSearch project 
on symptom management is helpful in supporting 
palliative care practice for all health professionals.2
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Managing pain
Pain is when we feel something hurts in our body, 
mind or spirit. It is felt by the person and although 
people can see the effects of pain in others, only the 
person feeling it can describe what it’s like and how 
bad it is. Pain has a basis in physical problems in the 
body, which can sometimes be seen and sometimes 
are not visible, as well as emotional and spiritual 
worries.3

Managing pain requires a holistic approach, that 
includes listening well, careful assessment of the 
person’s pain, and then providing medicines and 
other strategies that bring comfort to the person. 

Practice Point

You play an important role in advocating for the sick 
person and their family with the broader healthcare 
team, to help ensure that the person’s pain is 
managed.

Doing 

1.  Watch the IPEPA Video: Pain management
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2.  What other strategies would you try in the future?

Resource for families
 Help with pain

1.  Remember a time when you have experienced pain. What kinds of things helped you to manage  
the pain? 

Thinking
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Managing other symptoms

Breathing problems
Trouble with breathing – feeling short of breath 
or painful breathing – can be a very frightening 
experience for the person and their family or 
carers. Breathing problems for people with life-
limiting illness can range from difficulty getting air 
in and out, coughing, coughing up blood or mucus, 
and noisy breathing.3

Like pain, breathing problems are felt by the person 
and only they can describe what it feels like and 
how bad it is. Others might notice signs that a 
person is having breathing problems though.  
For example, they might be:

 � Breathing faster than usual
 � Using more effort to breathe in or out than 

usual – using muscles in their chest, neck or 
shoulders

 � Needing to sit up straight or lean forward  
to get enough air in

 � Flaring / widening their nostrils
 � Panting or pursing their lips
 � Making rattly or wheezy (high-pitched sound) 

noises with breathing in or out
 � Grunting
 � Showing signs of not enough oxygen –  

bluish-colour to their lips or face.
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Management of breathing problems involves:
 � Treating physical causes if these are known
 � Giving medicines to help with breathing
 � Helping the person to find a more 

comfortable position
 � Adjusting the person’s environment to 

increase airflow (eg, opening a window, using 
a fan on their face)

 � Helping the person to feel calmer (eg, being 
encouraging, helping them to slow their 
breathing down, playing music, using gentle 
touch or holding hands if appropriate)

 � Assisting the person with daily activities  
to reduce exertion (effort).4

Noisy or rattly-sounding breathing is common when 
someone is nearing the end-stage of life. The person 
is usually unconscious at this stage and the sound is 
caused by fluid building up in the airways. 

At this stage, the person does not feel the need to 
swallow or cough and so the fluid collects in the 
airways. The person will not be aware of it, and it 
is not harmful, but it can cause family members 
a lot of worry. Medicines can be used to help dry 
up the fluid and changes of position can also help. 
Reassuring the family that this is an expected part  
of the end-of-life stage is important.5

Resource for families
 Help with rattly breathing

Kaba Kada / Daintree, QLD
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Stomach upset, eating problems and 
constipation
People with life-limiting illness can have a range of 
problems relating to eating, drinking and digestion 
and might not feel like eating. Other symptoms can 
include pain that affects eating, difficulty swallowing, 
feeling sick in the stomach (nauseous), episodes of 
vomiting, and possible problems with constipation.

Mouth care: Having a dry, sore mouth, ulcers, bad 
breath, infections, changes in taste or drooling 
(increased saliva) are all commonly experienced 
by people living with life-limiting illnesses. Talking 
with the healthcare team about these symptoms 
is important to help find out if there is a particular 
cause and find an effective treatment.

Nausea: Feeling nauseous can have a big impact 
on the person’s quality of life. They might feel 
upset or irritable and might not be able to or want 
to eat or drink much. There are many causes of 
these kinds of problems. The healthcare team will 
try to find out the cause, so that they can find the 
right management options. Management strategies 
focus on diet (eg, types of foods, size of meals), 
medications, pain management and emotional 
support strategies.

Appetite: A person’s appetite is often reduced as 
their illness progresses and they will often lose 
weight. This can be upsetting for family members, 
and in some situations, families believe that getting 
the sick person to eat and drink will help to prevent 
or slow down the dying process. As a person gets 
close to the end-stage of life, the body no longer 
needs food or fluids and is starting to shut down.  
At this stage, the person might not eat or drink at all. 
Supporting the family to understand that is a normal 
process of the end-of-life journey is helpful. 4

Constipation: This is a very common problem for 
many people living with life-limiting illness. It can be 
caused by changes in diet, fluid intake, medications 
and low physical activity. ‘Constipation’ can describe 
less frequent bowel movements, passing hard faeces 
(poo), having to strain during a bowel movement  
or feeling like you haven’t completely emptied  
the bowel.

If constipation is not managed, it can lead to pain, 
vomiting, blockage of the bowel and can require 
admission to hospital. Management depends on the 
cause and frequently requires laxative medication  
to help the person pass faeces more frequently and/
or more easily. Sometimes these medicines take time 
to work, so providing reassurance is important. 6

Resource for families
 Help with feeling sick in the gut
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Fatigue
Fatigue is a feeling of tiredness that goes on and is 
not connected to the person’s activity, does not go 
away with sleep or rest, and affects the person’s 
ability to do what they normally do. People often 
describe it as feeling weak, having no energy or 
tiring easily.7

Fatigue can affect the person’s ability to focus, 
their memory and ability to do the things that are 
important to them. Fatigue affects quality of life 
and relationships, and the person’s ability to manage 
daily activities and other health problems.

Ways of managing fatigue depend on what the 
causes are, and can include:

 � Changes to the person’s physical activity or 
exercise, and developing a personal exercise 
program

 � Planning ways to save energy to allow for 
more activity for important events or tasks

 � Use of supportive equipment to preserve 
energy (can be provided by occupational 
therapy)

 � Looking at what the person eats and when. 
Smaller, frequent snacks might be better than 
large meals

 � Emotional support and management 
strategies

 � Managing sleep and other health problems. 8
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Sleeping problems
Many people with life-limiting illness have problems 
sleeping or have poor quality sleep, which can 
impact on quality of life for the person and their 
family. They will also sleep a lot more as the illness 
progresses.

Sleeping problems can be caused by distressing 
symptoms (eg, pain, delirium, anxiety, depression, 
breathing difficulties, nausea and vomiting, itchiness, 
reduced mobility, medications and incontinence). 

Managing problems with sleeping focuses on the 
possible causes, use of medications when indicated, 
and other ways to improve sleep (eg, exercise, mind-
body practices, environmental changes etc.)4

Mobility problems
Loss of mobility can greatly impact on the 
independence a person has and the support required 
with daily activities. There are many support 
services that offer practical assistance, equipment 
and home modifications. Asking the healthcare 
team about referrals to occupational therapy and/
or physiotherapy is an important first step in 
supporting mobility.

As the life-limiting illness progresses, the person can 
become unable to mobilise or even move themselves 
in bed. At this point, support can be provided to help 
families learn how to reposition the person regularly, 
to avoid pressure-related injuries (bed sores). 
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Confusion and delirium
When a person is confused, they are in a state  
of mind where their reactions to what is happening 
around them are unusual because they are not able 
to orientate themselves – work out where they are 
and what’s happening. 

Delirium is when confusion starts up suddenly  
or comes and goes (eg, worse at certain times of 
the day or overnight). Confusion and delirium cause 
changes in the person’s behaviour and mood, and 
can be very upsetting for family members.9 

Management of confusion and delirium involves:
 � Assessment and management of possible 

causes (eg, medications, changes related  
to the progression of the illness)

 � Maintaining a consistent environment  
and daily routines. A calming presence  
is important – encouraging family members 
and carers to take breaks if becoming 
frustrated or upset.

 � Frequent reorientation (reminding the sick 
person where they are and what’s happening) 
and distracting or redirecting the sick person 
as needed

 � Communicating clearly, including using  
visual/hearing aids

 � Providing emotional support and 
reassurance.4

Frequently, in the weeks and days before passing 
on, a sick person can receive spiritual visitors, 
who indicate that life’s pathway is nearing its end 
and provide clarity about the journey ahead. This 
experience brings peacefulness to the sick person 
and their family. This belief is a spiritual and cultural 
practice and should not be confused with delirium. 
In Torres Strait Island cultures, it is common for 
the sick person to mimic their totem. The family 
recognise this as a sign that the person is close  
to passing away.10 

Practice Point

Your role in advocating for the spiritual and cultural 
practices of the person and their family during this 
time is very important.

Resource for families
 Help with troubling visions, sounds and 

thoughts
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Suffering
Suffering is a complex experience and often has 
many causes. It relates most strongly to physical 
symptoms but is also affected by emotional, 
social and spiritual distress (eg, lack of meaning 
or purpose, loss of connections, loss of hope, loss 
of identity). Suffering can impact on a person’s 
quality of life, affecting daily activities, and can also 
increase the worries of family members.4

A focus on Country, culture and spirituality can  
be a source of comfort and peace for many people. 
Faith and religious practice are very important 
for some and can bring comfort in stressful times. 
Spiritual practices that do not have a religious 
foundation, also bring comfort and peace to many.11 

It can be helpful for the person’s family to keep 
a diary or notebook of the symptoms causing 
distress, what was done to help the person and 
how effective this was. This can help the broader 
healthcare team to adjust treatments to the 
individual needs of the person.

Further Reading: Culture-bound 
syndromes
Culture-bound syndromes are observations that 
are often considered ‘normal’ in Community, but 
when viewed from the non-Indigenous world 
might be considered to be mental illness, and  
so a sick person can be misdiagnosed. Examples 
would be having spiritual visitors of those 
who have passed on and sorry cutting during 
grieving time.12

It is important to consider this in the context  
of palliative care as some people’s symptoms 
can be misunderstood, resulting in care that 
does not meet the person’s needs and increased 
suffering.

This article provides more information:  
Culture-bound syndromes in Aboriginal 
Australian populations.
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1.  Try to remember a person you know who had a life-limiting illness. What was their experience like? 
Think about: 

 � The symptoms they had
 � Things the sick person was most worried about
 � How symptoms affected daily life and close relationships
 � What was done to relieve the person’s symptoms and how effective was it?
 � What was your role in supporting assessment and management of symptoms?
 � What else could have been helpful?

Thinking

Warren is a 54-year-old man who has motor neurone disease (MND). Warren understands that time is 
short and wants to spend as much time as possible with family. At the moment though, pain and breathing 
problems are really bad, and Warren feels as though the time he has with family is being ‘wasted’ and that  
he is being ‘a grumpy old bugger’ most of the time.

1.  What is your role in helping Warren to get the support he needs at this time?

Applying
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End-of-life care needs
While you might not be involved directly in 
assessing and managing symptoms, your role 
in supporting the sick person and their family 
to communicate and connect with the broader 
healthcare team is very important. 

The main activities that you can do to support care 
needs are:

 � Advocacy – helping a person and their 
family understand the care options that are 
available so they can make informed choices 
about treatment and interventions, and 
helping to communicate care needs with the 
broader healthcare team

 � Practical support – helping with the 
practical aspects of care (eg, understanding 
medications, home set-up / equipment 
needs, travel arrangements, navigating 
appointments and services, legal / financial 
issues, advance care planning etc).

 � Networking with local First Nations health 
services – to find out what services are 
provided for those with palliative care needs

 � Networking with other culturally-
appropriate support services – for example, 
integrated care coordination, aged and frail 
care programs, day activities and respite, 
carer support, financial support, and other 
available services in the community

 � Cultural safety and security – supporting 
other members of the healthcare team to 
understand the person and their family’s 
cultural and spiritual needs.

Part 2:  Supporting end-of-life care

Doing 

1.  The Caring at Home Project has developed 
a resource for healthcare professionals 
specifically focusing on providing palliative 
care for our Community – the Palliative Care 
Clinic Box. Have a look at the resources 
provided in the palliative care clinic box and 
find out how to access them.

The Caring@Home resource, Managing 
palliative care symptoms: A guide for health 
professionals provides detailed information 
regarding:

 � Managing common symptoms 
experienced by people in the terminal 
phase

 � Recognising when a person is getting 
closer to dying / has died

 � Managing medicines in the terminal 
phase

 � Teaching carers / families to manage 
breakthrough symptoms at home using 
subcutaneous medicines

 � Getting help (specialist palliative care 
services).
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Palliative care medications
A person with life-limiting illness will most likely 
be taking a number of different medications, 
depending on their symptoms and how these  
are being managed. 

There are eight types of medications that are 
commonly used during the end-of-life stages:

 � Analgesics (pain killers): to treat pain,  
and in some cases breathing difficulty

 � Anticonvulsants (anti-seizure medicine):  
to treat seizures, depression, anxiety,  
pain or delirium

 � Antidepressants: to treat depression  
and sometimes pain

 � Antiemetics: to prevent and treat nausea 
and vomiting

 � Laxatives: to prevent and treat constipation
 � Sedatives (to sedate or make sleepy):  

to treat anxiety, delirium, pain, nausea  
or other physical symptoms

 � Steroids: to treat a range of symptoms 
related to inflammation, and to help 
stimulate appetite

 � Adjuvant medications (work in combination 
with other types): medications that work 
with analgesics to relieve pain or improve 
symptom management.13

Supporting the sick person and their family 
with medications
People will often have a number of regular 
medications and also ‘as needed’ (PRN) medications. 
It can be quite confusing and confronting for the sick 
person and their family to manage this and can often 
be the reason family members are reluctant  
to continue providing care at home.

There are a number of resources available to help 
family members who are caring for people with 
life-limiting illness to manage care and medications. 
Providing links or information about this support, 
and going through them together, can be very 
helpful.

Doing 

1.  Have a look at the following resources to see 
what might be useful for you in your work 
role:

 � Carer Help (eg, Medication Template and 
Handling Medicines Factsheet)

 � Caring@Home Package for Carers
 � Understanding Morphine – Cancer 

Council Qld: information for Aboriginal 
and Torres Strait Islander peoples 
regarding the use of morphine. 

 � Overcoming cancer pain: A guide for 
people with cancer, their families and 
friends.
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Practice Point

In situations where the sick person or family member have difficulty accessing medications or find that 
health professionals are reluctant to provide medications, you have an important role in advocating  
for the person and family’s needs to be met.

Centennial Park, Warrane / Sydney, NSW
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Supporting the dying person

Recognising dying
Ideally, palliative care should be offered early  
in a person’s experience with life-limiting illness 
and especially as they begin to become more 
unwell. Unfortunately, this does not always 
happen. Being able to recognise when a person’s 
death is approaching is important as it allows the 
person, their family and the healthcare team time 
to prepare, and to arrange the support needed.

A period of deterioration (becoming more unwell) 
often occurs in the weeks leading up to the  
end-stages of life. This can be seen through:

 � The progress of the disease (eg, worsening 
symptoms, tumour enlargement, weight 
loss,) which can mean that more frequent 
visits from the healthcare team or more 
frequent visits to hospital are needed

 � Progressive loss of strength and energy 
leading to reduced activity and mobility 

 � Trouble swallowing, loss of appetite or 
interest in food and drink

 � Experiencing day-to-day decline that is 
not reversible.14

This pattern continues into the end-of-life  
or dying phase, where the sick person: 

 � Needs lots of support to meet essential 
needs such as eating and drinking, moving  
in bed, hygiene, toileting etc.

 � Stays in bed more
 � Sleeps more, can be disorientated, 

restless / agitated, or can become 
unresponsive or unconscious

 � Becomes unable to swallow or doesn’t feel 
hungry or thirsty

 � Has little or no urine (wee)
 � Has changes in breathing pattern or has noisy 

breathing
 � Shows signs of reduced blood flow (eg, pale 

or blotchy skin, cold hands and feet).

The period of time from when the person starts to 
get worse to when they pass away, is often uncertain 
and can be hard to predict. The focus during this 
time continues to be on supporting quality of life for 
the person and their family, providing holistic care 
that fits with values, goals and wishes, and reducing 
suffering by managing symptoms. 

Your role at this time, as well as providing 
comfort and supportive care, is in recognising and 
responding to changes in the person’s condition and 
communicating as needed with the other members 
of the healthcare team.15

80  IPEPA/PCC4U: Palliative Care Toolkit for Aboriginal and Torres Strait Islander Health Professionals



Supporting dying at home  
and on Country
The place where someone is cared for at the end 
of life should be a calm, peaceful setting where the 
person and their family feel respected and cared 
for. For some people, this kind of environment can 
help them to cope with the physical and emotional 
symptoms commonly experienced at the end of 
life.16

Many sick people want to be able to die in their 
own home or on Country, with their family 
providing the main care. Healthcare teams try to 
enable this as much as possible. Sometimes though, 
there are problems, (such as, lack of support, access 
to equipment, family members being unable or 
afraid to provide care) that make this unachievable. 

Families and carers need an understanding  
of how to manage symptoms in the last days  
of life, have the necessary equipment and supplies 
provided and be able to contact the healthcare 
team at any time to ask questions.

Helping family members and carers to understand 
dying and what to do when the person dies is 
important, including:

 � What is likely to happen in the time leading 
up to death and at the time of death

 � How to recognise the sick person has died
 � How to position and care for the loved one’s 

body after death
 � Knowing it is okay to spend some quiet time 

with their loved one before calling anyone

 � Those who should be called. It can be 
helpful for families and carers to make a list 
beforehand of who needs to be contacted 
and in what order.

 � That it is not necessary to call the police 
or ambulance when an expected death 
occurs at home. Information from the GP 
regarding the preferred procedure for 
contacting them after the death can be 
helpful to have ahead of time

 � Identifying and arranging a funeral director 
and understanding what the process is 
once the sick person has died.17

Even if a physical return to Country is not possible, 
being connected to Country at the time of death 
may be very important for many people. There are 
a range of ways that you can ‘bring Country to the 
sick person if this is important, including:

 � Use of technology to brings the sights and 
sounds of Country to the sick person (eg, 
campfire, running water, ocean waves, 
images of the land, waters, sky/stars etc.)

 � Having family bring in soil, rocks or leaves 
from Country and keeping it beside the bed

 � Using videoconferencing to allow people 
to see and speak with family who are on 
Country.18

Practice Point

Your role in advocating for the sick person and 
their family at this time to ensure that spiritual and 
cultural needs are met, is very important.
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Waibene / Thursday Island, Torres Strait

Uncle David is a 68-year-old Torres man who has end-stage lung cancer. Uncle David has been living with 
family in the city for the last two months while having palliative radiation therapy, but his home is on Poruma 
(Coconut Island). Uncle David wants to be able to finish up at home.

1.  What steps could you take and who could you engage with to help support Uncle David’s wishes  
to return home to pass away?

Applying
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Care after death
When a person has died there are several important aspects of care. These include:

 � Completing legal requirements
 � Notifying family members if they are not present
 � Notifying the relevant members of the healthcare team
 � Providing family support
 � Preparing the body and arranging transfer of the body to the funeral director or mortuary.

Legal requirements after a death vary between states and territories so it is important to understand the 
requirements for your state / territory. In general, the following key points are important: 14

Verifying death Death certificate

 � ‘Verification of death’ (confirming that the 
person has passed) can be done by a medical 
practitioner, registered nurse or paramedic

 � In some states / territories the person’s death 
needs to be verified before the body can be 
moved

 � Guidelines for verification of death vary 
between states / territories.

 � Completing the death certificate needs to be 
done by a medical practitioner, based on the 
person’s health record

 � It does not have to be completed by the 
person’s GP, but the medical practitioner 
needs to have access to the person’s health 
record

 � It does not need to be done immediately 
but can wait for the GP or other medical 
practitioner to attend. 
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Personal care after death
Personal care after death should be performed 
within a few hours of the person dying to preserve 
appearance and dignity. This can be performed by 
the family or healthcare team. Everyone’s choices 
are different and can change from their original 
plans. It is best to ask the family how they would like 
to be supported or involved at the time.

Key aspects of personal care include:
 � Continuing to provide sensitive 

communication with family members
 � Being mindful of the cultural protocols or 

religious beliefs of the person and their family 
and carers. Specific practices or wishes might 
be included in the person’s advance care 
plan or you can ask the family (eg, ‘Are there 
important cultural or spiritual practices we need 
to be mindful of after you/your loved one has 
passed?’)

 � Maintaining modesty and dignity (eg, 
ensuring the body is covered when washing 
or dressing, as you would if they were alive)

 � Positioning: lying the body flat and 
supporting the head with a pillow, gently 
closing the eyes and mouth (if possible) to 
look like the person is peacefully sleeping

 � Washing the body (if necessary and 
appropriate), comb or brush hair, shave if 
needed and dress as guided by the family. 
Place false teeth in if usually worn

 � Turn on fans and air conditioning to keep  
the body and room cool

 � Allow family and community members time 
to arrive and then to say goodbye in their 
own way and in their own time. There does 
not need to be any rush to move the person’s 
body. Your role in advocating for the needs  
of the family at this time is very important.
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Supporting family
For our Community, palliative care continues  
on after a person has passed. Providing emotional 
support to the family after someone has died  
is a key part of your role. Being sensitive to the need  
for family members to express their emotions – 
openly or in silence – is important.

It can be helpful at this time to acknowledge the 
care that the family gave, how important this was 
for the sick person, and how well they managed. 
Continuing to provide a calm, quiet and supportive 
presence is very helpful.19

Giving family members resources and contact 
information for bereavement services or follow up, 
and helping to arrange Sad News or Sorry Business 
leave are all important, practical ways to provide 
support at this time.
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1.  If you have been involved in caring for a sick person who was dying, think back about what that 
experience was like. 

 � How would you describe the type of care that the sick person and family required?
 � What do you think were the things that meant the most – to the sick person and their family,  

and what was important for you personally? 
 � What are the practices and protocols in your family or Community around the time when a person 

passes?
*If you haven’t had this experience, yarn with your co-workers or supervisor about their experiences.

Thinking
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Overview

Part 1:  Understanding key aspects 90

Part 2:  Personal experiences 98

Part 3:  Support and resources 101

Trigger / Sensitivity Warning: some people may find the content covered in this section 
upsetting. Please engage only as much as you feel comfortable to do so and seek support  
if needed.

Module 4:  
 Loss, grief and healing
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What is loss, grief and bereavement?
Grief is a way of describing how a person feels 
after they have experienced the loss of someone 
or something that is very important to them. Grief 
describes the natural but often complex reactions 
we experience in relation to an important loss. 
Bereavement is the whole reaction to the loss and 
includes the healing process.

The grief experienced from a loss affects the whole 
person, including their mind, body and spirit, as well 
as the relationships they have with other people.

‘Sorry Business’ or ‘Sad News’ describes grief and 
bereavement, as well as the cultural practices and 
protocols associated with a death in the family or 
community. When a loss occurs in community, the 
grief experienced is often felt by many people and 
can impact on the health, wellbeing and stability  
of the communities involved.1

Part 1:  Understanding key aspects

Doing 

1.  Watch the IPEPA Video: Loss, grief and healing

Waterfall, Kimberley Region, WA
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Reactions
All people experience grief differently – there is no right or wrong way to grieve. 

People can experience a range of reactions – physical, emotional, social and spiritual. Emotions can range 
from shock, sadness, anger, guilt and relief or acceptance. Some emotions are felt physically in the body, 
along with other physical impacts of grief (eg, headaches, difficulty sleeping or eating, feeling restless).1 

When we lose anything that is important to us, we experience grief. 

1.  Can you recall a time where you lost something that you were attached to, such as a phone or other 
object, not a person. How would you describe your experience?

2.  What kind of feelings and reactions did you have?

Thinking
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Grief reactions and the way everyone expresses 
grief is different and depends on:

 � Age
 � Gender
 � Social, emotional, spiritual and cultural 

background
 � Personality
 � The nature of the event that has led to the 

grief
 � Who a person can share their grief with
 � The impact loss and grief has had on the 

person before, and any unresolved issues

 � Physical wellbeing
 � The emotional support that is available.1

Grief is something that takes time to work 
through. The emotional and physical pain 
experienced with grief should not be ignored and 
can be used as a motivation to process the loss or 
change. It can lead to a deeper understanding of 
what brings life meaning and purpose. 

It is important to allow people to grieve in the way 
that feels right for them and reassure them that 
there are no rules or time frames for grieving.2

Gundabooka National Park, NSW
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Grieving practices
In Aboriginal cultures, grieving practices focus  
on moving grief energy, in a number of ways:

 � Ceremony: a common purpose of the funeral 
ceremony is to ensure the safe passage of 
the person’s spirit into the afterlife. Some 
people believe that if the rituals are not 
done correctly, the spirit can return to cause 
mischief. Ceremonies can last for days and 
even weeks. Each of these can have its own 
structure and meaning, according to the 
Community’s own Lore and cultural practices

 � Wailing or crying loudly: is a common 
expression of grief 

 � Song and dance: certain songs and dances 
are done to guide the person’s spirit back to 
the Dreaming – the spiritual and sacred world

 � Sorry cuts: cutting of hair or certain types 
of injuries (either self-inflicted or done by an 
Elder) can be a means of demonstrating grief, 
embodying and releasing the psychological 
pain and suffering brought about by the 
loss of a loved one.3, 4 It is important to 
understand the distinction between this 
cultural grieving practice and ongoing self-
harming behaviours so that the right kind of 
support can be provided to a person. The 
Mental Health First Aid guideline on Non-
Suicidal Self-Injury is a helpful resource.5

In Torres Strait Island cultures, the ‘tombstone 
unveiling’ marks the completion of the tombstone 
of a deceased loved one. This important ceremony 
represents the family’s final goodbye to their family 
member. It is usually performed about a year after 
the loss, and the tombstone and gravesite are 
extensively decorated. The ceremony, which can 
take many days of preparation, lasts a whole day, 
includes the whole family, and ends with feasting 
and ceremonial dancing.6
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Importance of grieving
There are many ways to understand the work or 
process, of grieving. One way is to think of it as a 
series of tasks that need to be completed, although 
not necessarily in this order:

 � Accept the reality of the loss
 � Acknowledge and express the pain 

experienced as a result of the loss
 � Begin the challenge of adjusting to a world 

without the person
 � Find a balance between remembering 

the person who died and living a full and 
meaningful life.7

In both Aboriginal and Torres Strait Islander cultures, 
grieving practices are more often communal than 
individual, as Community is highly integrated 
and connected. Grieving and healing together is 
an important focus for the social and emotional 
wellbeing of our Community.

Practice Point

The diversity in cultural beliefs and practices 
around dying, death, grieving and healing means 
health professionals may need to seek additional 
information specific to the community they are 
working in if they are not from that area.
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1.  What kind of grieving practices are part of your family or culture? 

2.  How does this compare with other families or cultures you are aware of?

Thinking
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Sometimes people become ‘stuck’ in their grieving, 
feeling worried and sad. This is known as prolonged 
grief. People who experience this will need 
additional support (eg, bereavement counselling or 
psychological support) to help them work through 
their grief. 

A person experiencing prolonged grief can:
 � Become busy with a lot of activities to avoid 

feeling the pain of their grief
 � Want to spend more time alone and feel like 

‘no one really understands them’
 � Feel life has no purpose
 � Feel numb, detached or a lack of emotion 

about other things in life
 � Feel they are to blame for the death of their 

loved one
 � Be really angry or irritable
 � Use alcohol or other drugs to help cope with 

the pain
 � Have family, relationship or work worries.8

It is an important part of your role to be able to 
recognise when people need additional support 
to help them work through their grief. You are not 
expected to be able to provide counselling, but to 
have informal yarns with people and encourage 
those who need to, to seek help.

It is VERY important that if someone is having 
suicidal thoughts as a result of their grief, they 
should get help immediately. Lifeline, 13YARN and 
Beyond Blue can be contacted via phone, text, email 
and online chat, and are available 24 hours a day, 
seven days a week. These support services all have 
specific Aboriginal and Torres Strait Islander cultural 
counsellors and 13YARN is set up just for mob.2 

Lifeline: 13 11 14
www.lifeline.org.au

13YARN: 13 92 76
www.13yarn.org.au 

Beyond Blue: 1300 22 4636
www.beyondblue.org.au

96  IPEPA/PCC4U: Palliative Care Toolkit for Aboriginal and Torres Strait Islander Health Professionals

http://www.lifeline.org.au
http://www.13yarn.org.au
http://www.beyondblue.org.au


Key points about grief
It can be helpful to remember that:

 � Grief is not an illness – it cannot be cured or hurried along
 � Grief is a normal and natural response to loss
 � There are no rules or timetables for grief
 � Everyone is different – no two people grieve or start healing in the same way
 � People should feel able to grieve in the way that feels right for them.

Doing 

1.  Find out what support services are available to help people who are grieving in your local area.

Kunyani / Mt Wellington, TAS
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Part 2:  Personal experiences

The burden of grief
Families and communities who experience multiple 
deaths over a short period, can be grieving for more 
than one person at a time. This is not uncommon 
and can cause grief to build. 

For many, grief is ongoing because of the unresolved 
and ongoing trauma caused by past government 
policies, such as the Stolen Generations. Those 
who have not had the opportunity to heal from 
past trauma can unknowingly pass it on to 
others, causing suspicion of government systems, 
disconnection from culture and high levels of stress 
in families and communities.9

Caring for someone with a life-limiting illness 
can impact on resilience and strength, which can 
reduce a person’s ability to support themselves 
and their family. Being aware of stress, triggers and 
vulnerabilities, and the effects of grief is important 
to avoid becoming overwhelmed. This is relevant 
for those in the healthcare workforce, as well as 
families and communities.10

Protective factors
The health and wellbeing of families and 
communities can be supported by acknowledging 
the impact of losses and unresolved grief, 
supporting a strong sense of cultural identity, and 
providing culturally-appropriate healing responses.9

Just as there are risk factors that impact negatively 
on social and emotional wellbeing, there are also 
a range of protective factors that have a positive 
impact. The Mayi Kuwayu National Study of 
Aboriginal and Torres Strait Islander Wellbeing, led 
by Indigenous academics, has provided evidence-
based domains that define the cultural determinants 
of health. These domains map the elements that 
form cultural identity and act as protective factors 
of health and wellbeing.11

These protective factors can include:
 � Connection to Country – spiritual 

connection, health and traditional foods, 
living on Country, land rights and autonomy, 
caring for Country

 � Family, kinship and community
 � Indigenous beliefs and knowledge – spiritual 

and religious beliefs, traditional knowledge, 
traditional healing, knowledge transmission 
and continuity

 � Cultural expression and continuity – identity, 
cultural practices, art and music

 � Indigenous language – impacts of language 
on health, language revitalisation, Aboriginal 
and Torres Strait Islander language education

 � Self-determination and leadership – cultural 
safety, self-determination and wellbeing, 
leadership.11–13

Find out more about this topic in the ‘Looking after 
yourself’ module.
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Healing Programs
There are a range of programs that have been created to support healing pathways for our Community.  
The table below provides a brief overview of some of these: 14, 15 

Provider Description

Seasons for Healing Seasons for Healing was specifically developed to support Aboriginal and Torres 
Strait Islander adults, many of whom have experienced multifaceted and complex 
change, loss and grief, resulting from a range of experiences including death, 
relationship breakdown, loss of country, culture, identity, experiences of violence 
and other events. 
Seasons for Healing uses the metaphor of the seasons to teach us about grief and 
we learn, from the seasons, ways we can experience grief so that we can continue 
to heal from the many losses experienced throughout life. 

Healing Foundation The Healing Foundation is a national Aboriginal and Torres Strait Islander 
organisation that partners with communities to address the ongoing trauma 
caused by actions like the forced removal of children from their families. Their 
work includes community healing programs (men’s and women’s programs, healing 
centres, and intergenerational trauma projects).

Family Wellbeing 
Empowerment 
Program 

This program from the Lowitja Institute was developed by a group of Indigenous 
leaders who had been affected by the Stolen Generations. It is now a flexibly-
structured group learning experience, combining Indigenous survival experiences 
and psychosocial holistic approaches for health and wellbeing.

Marumali  
(to put back 
together)  
Journey of Healing

The Marumali Program is based on the Marumali Journey of Healing Model 
developed and delivered by Aunty Lorraine Peeters, a survivor of the removal 
policies herself. It supports service providers to: realise the widespread impact of 
forcible removal and understand the potential paths for recovery; recognise the 
signs and symptoms of trauma associated with forcible removal in clients, families 
and others involved with their service; and to avoid retraumatising members of the 
Stolen Generations.

Doing 

The Mayi Kuwayu National Study of Aboriginal and Torres Strait Islander Wellbeing is finding out what culture 
means to our people and aiming to create an understanding of how culture affects our wellbeing, including 
health outcomes. 

1.  Go to the Mayi Kuwayu website and have a look at the information and resources that are available 
here. 

2.  Further reading: Culture is Key: Towards cultural determinants-driven health policy
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Provider Description

Red Dust Healing Red Dust Healing is written from an Indigenous perspective for Indigenous Men 
and their families. The program is targeted at the heart and not the head. The 
program facilitates the understanding of “Rejection” and “Grief and Loss” being the 
foundation of all hurt.
Participants are encouraged to examine their own personal hurt and allows them to 
heal from within, addressing family and personal relationships and what may have 
been lifelong patterns of violence, abuse and neglect. 

We Al-Li We Al-li is a trauma-informed, trauma-specific educational and practice-based 
approach that promotes health, wellbeing, and sustainable pathways of positive 
change for individuals, families and communities at both a personal and professional 
level.
We Al-li embraces and promotes Indigenous cultural traditions and ways of sharing, 
caring and renewal.

Gayaa Dhuwi Gayaa Dhuwi (Proud Spirit Australia) is the new national Aboriginal and Torres Strait 
Islander (Indigenous) social and emotional wellbeing, mental health and suicide 
prevention leadership body. It is governed and controlled by Indigenous experts 
and peak bodies working in these areas, promoting collective excellence in mental 
health care.

Wakai Waian Wakai Waian Healing – delivering psychological and counselling services to remote 
and rural areas of Australia focusing on the social and emotional wellbeing of 
Aboriginal and Torres Strait islander peoples.
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Providing support
The Living Model (covered in the ‘Understanding 
Palliative Care’ module) provides a holistic 
understanding of the needs and responses required 
in palliative care for those who are dying and their 
families. In relation to grief, this model highlights 
the need to support Sorry Business and Sad News 
rituals and ceremonies.16

Supporting children
Our children and young people are impacted by 
loss and grief as individuals and as part of a grieving 
family and Community. It is an important part of 
your role to help families support children who are 
grieving. This might include:

 � Talking to them so that they can understand. 
Children start to understand death between 
6 and 8 years old

 � Finding out what the child understands 
before you give them information (eg, What 
do you know about what happened with 
Grandma?)

 � Helping them to feel safe and comfortable  
to be able to ask questions

 � Encouraging the family to use simple 
language and talk honestly to the child about 
what is happening

 � Suggesting the children visit the sick person 
or go to the funeral, and involve children in 
other cultural practices as appropriate

 � Explaining the sadness they may feel at 
Christmas time and birthdays, or other special 
occasions as they celebrate these times 
without their loved one who has passed.17

Part 3:  Support and resources

Practice Point

Grieving is an active process that takes time and 
energy away from the usual activities of daily 
life, which is why it is important for people to be 
supported. You play an important role in helping 
people and communities who are dealing with loss 
and grief. 
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Supporting families
When supporting families dealing with loss and grief, 
it is important to continue to have an approach that 
focuses on open and respectful communication.  
This includes:

 � Listening respectfully while people talk 
through and make sense of what has 
happened

 � Giving people space to talk about and express 
a wide range of emotions, without judgement

 � Offering support that fits with individual 
needs – some people will appreciate more 
help and more frequent opportunities to talk, 
while others can find it intrusive.

Be guided by the person or family and where they 
are on their journey, bearing in mind that needs will 
change over time.2

It is common for people to say the ‘wrong’ things  
to a grieving person. These are words that rarely 
bring comfort, but rather cause the person to feel 
alone, misunderstood, sad or angry. For example:

 � I know exactly how you feel
 � At least he’s in a better place now
 � Everything happens for a reason
 � God never gives us more than we can handle
 � It could be worse; I know this person who…
 � You can always have other children
 � Crying won’t bring them back.18

Doing 

1.  Look at the resources provided by the Australian Child and Adolescent Trauma, Loss and Grief 
Network to find further information on supporting children from an Aboriginal and Torres Strait 
Islander perspective.

When supporting people who are grieving, 
sometimes you don’t need to say anything – just 
being a quiet, supportive presence can bring the 
most comfort. Things that you can say to help 
communicate your support include:

 � I am so sorry for your loss
 � I don’t know how you feel, but I am here to 

help in whatever way I can
 � However you are feeling right now is OK – 

there’s no right or wrong way to feel
 � You can talk about your loved one / your 

loved one’s death as much as you need to
 � My favourite memory of your loved one is…
 � Everyone needs help at times like this, I am 

here for you.19
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If you have a past personal experience of grief, you may be able to recall an example of when someone  
said something to you that wasn’t helpful, or you may have an example of something that was helpful. 

1.  Write down some of your thoughts about this.

Thinking

1.  Yarn with your class group, co-workers or family and community members about the best ways  
to support people who are grieving. You might find it helpful to yarn about:

 � What practical help can you offer or arrange?
 � How do you best provide emotional support?
 � What is the difference between expressions of sympathy and empathy?
 � How do you manage issues of privacy and confidentiality, especially when professional  

and personal relationships overlap?

Yarning

IPEPA/PCC4U: Palliative Care Toolkit for Aboriginal and Torres Strait Islander Health Professionals  103 



Aunty Jean’s sister recently passed away. The two of them were very close and saw each other every day. 
Aunty Jean tells you she feels like, “a big part of me went with her”. 

Aunty Jean is the main carer for her husband who has end-stage heart failure and says she “doesn’t have 
time to be sad”. 

1.  What support might you be able to provide or help organise for Aunty Jean?

Applying

Kaboora, Minjerribah / North Stradbroke Island, QLD
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Resources for families and communities
Providing support for those experiencing loss, grief and bereavement can include:

 � Involvement of spiritual healers and/or religious leaders
 � Storytelling and yarning
 � Consideration of Lore, Ailan Kastom (Island Customs), and cultural protocols and practices
 � Information about funeral preparation and other practical concerns
 � Allowing for the complexity of emotions and responses arising from past trauma and ongoing grief.14

Some ways you can help are through sharing information and resources, for example:
 Wellmob: Online resources made by and for our mob. Here you will find websites, apps, 

podcasts, videos, social media, and online counselling all with a focus on social and emotional 
wellbeing. This resource was developed by eMHPrac (e-mental health in practice) in 
collaboration with the Australian Indigenous HealthInfoNet.

 Grief and Loss Booklet: Help for Aboriginal people going through grief. Developed by the 
Aboriginal Health Council of South Australia.

 My Grief App: A bereavement support tool which provides bereavement information, tools and 
resources, from the Australian Centre for Grief and Bereavement.

 Grieving Aboriginal Way: A resource for Aboriginal families experiencing sudden loss, developed 
by Dr Tracy Westerman, a proud Nyamal woman from the Pilbara region of Western Australia

 Journey to Dreaming Toolkit and Diary: Developed by the Aboriginal Health and Medical 
Research Council to provide information and support to help Aboriginal and Torres Strait 
Islander families provide family-centred palliative and end-of-life care for a loved one.
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Doing 

1.  Review some of these resources and make a list of the ones that you think would be helpful for the 
people you support. Add others that you know of to this list and include local support groups or services.
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Impacts of caring
In walking alongside people affected by life-limiting 
illness, you will be involved more often with those 
who are living through experiences of suffering, 
dying, loss and grieving. To add to this, challenging 
situations can often happen when someone is dying, 
such as family disagreements or ethical dilemmas.

Sharing people’s experiences and being involved in 
challenging situations can affect your own social and 
emotional wellbeing. You might find that you are:

 � Thinking more about your own beliefs about 
dying and death

 � Remembering personal experiences of loss or 
grief

 � Having trouble dealing with the uncertainty 
that dying and death can create

 � Feeling helpless and questioning whether 
what you did was helpful to the person and 
their family 

 � Taking negative feelings home to your family 
and community

 � Feeling worried about different cultural 
parts of care, and whether the person and 
their family’s needs were met, especially 
when someone is ‘too sick’ to go home.1

The effects of many caring experiences over time 
can build to create extreme stress and anxiety.  
If this stress is not managed, it can lead to:

 � Compassion fatigue, a gradual weakening 
of compassion over time. This occurs when, 
in the process of providing support, you 
personally experience the pain of people 
and their families. Without the appropriate 
support, this can lead to burnout

 � Burnout, an overall feeling of being 
physically and emotionally exhausted – like 
you have nothing left to give. It can lead 
to negative attitudes to people and their 
needs, the workplace and co-workers.2, 3

Part 1:  Importance of self-care

Identifying and learning  
what you need to do  
to look after yourself  

is very important.
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Developing resilience both personally and 
professionally means making time to look after 
yourself. The cultural determinants of health 
promote a strengths-based approach, acknowledging 
that stronger connections to culture and Country 
build stronger individual and collective identities, 
a sense of self-esteem, resilience and improved 
outcomes across the other determinants of health.4

Social and emotional wellbeing
The Wheel of Wellness describes important aspects 
of staying strong. Experiences create expressions 
(eg, if a person has experienced trauma, a negative 
life event or an everyday stressor, they might 
express these experiences in response to what can 
seem like minor issues or situations).

Part 2:  Developing self-care practices

In community, our connection to culture is our 
strength and it is how we restore our sense of self 
and identity. If our experiences and expressions 
begin to cycle (unaddressed) and we are not strong 
in our culture, the wheel will puncture and let out 
the ‘air’ or our buffer to negative experiences. 

Other areas of our lives, that are core to our 
strength and self, begin to be impacted (eg, family, 
community, Country, Spirit, mind, body, emotions). 
Once one area or spoke of the wheel breaks, 
pressure is placed increasingly on the other areas, 
and these can give way until the entire wheel breaks. 
It is important to pay attention to our entire wheel 
and all of our connections that make up the self.5
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1.  Using the aspects described in the ‘Wheel of Wellness’, make a list of all the things you do (or could 
do) to look after yourself. What has been most effective? 

Thinking

1.  Yarn with other people in similar work roles and find out what they do to support social and 
emotional wellbeing. Make a note of some strategies you could try.

Yarning
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Self-care practice: Feelings
A key part of self-care is becoming aware of your feelings. Trying to ignore or deny feelings is usually not 
effective as the feelings still influence who we are and our responses to different life situations. 

What do we do with feelings? 

Own the feeling: It’s ok to 
feel this

Feelings do not make the person. 
People need to know they cannot ignore their feelings. 
It’s okay to acknowledge that there’s something going on inside them that 
they are not comfortable with, or which needs their attention

Name the feeling: What am I 
really feeling?

Naming feelings correctly helps people to respond to their feelings in a 
useful way. 
It can be easy to become too general in describing feelings (eg, “I 
feel angry”). Instead, try to use clear and specific words (eg, ‘I feel 
disappointed’, ‘I feel frustrated by another’s behaviour’, or ‘I feel shame’).

Accept the feeling: How can 
I be OK with my feelings?

Acceptance means letting the feelings be what they are, without judging 
them as good or bad or trying to change them. 
People are not their feelings. 
Acceptance means letting go of trying to control the feelings, and learning 
that feelings themselves have a purpose and are not harmful.

Decide how to respond to 
the feeling: What can I do 
with this feeling?

The final step is to decide how to respond to the feeling. 
This can be directing the feeling’s energy into a positive response, attitude 
or action. 
It can also be sitting with the feeling once it has been named and 
accepted, or letting the feeling go. 

This content has been used with permission 
from the Seasons for Healing project: 6
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Dawn’s Story (used with permission from the Seasons for Healing project):6

Dawn walked slowly to the shops with her grandkids. She didn’t have much money and she knew she needed the 
food to stretch for another few days. As she tried to work out what to buy, she ran into her friend Lee, who wanted 
to have a yarn about her son and his drinking. The kids were yelling and running around, and Dawn just wanted to 
get home and rest her sore legs. 

After she talked with Lee for a while, she finished the shopping and rounded up the kids. When Dawn finally got 
home, the house was full again and Dawn knew the food wouldn’t last the day. As she walked inside after the kids, 
she tripped over some shoes and dropped the shopping bags…

What do you think might have happened next in the story?

Using the Own, Name, Accept and Decide approach, think about Dawn’s situation
1.  Own: Do you think Dawn knows that she has some feelings inside her which might need some 

attention? Why would it be helpful for Dawn to know this?

2.  Name: What might those feelings be?

Applying
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3.  Accept: Dawn can be in charge of her feelings – she has the power to accept them. How does this 
make Dawn stronger?

4.  Decide: How can Dawn respond to her feelings? Could she do something with them that doesn’t hurt 
anyone, let them go, or sit with them and leave them be?
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Resources to support social and emotional wellbeing
There are a number of resources to support social and emotional wellbeing for people working  
in healthcare settings. 7–9

 Indigenous Wellbeing Centre
 HealthInfoNet – Taking Care of Yourself 
 Connect to Wellbeing – Aboriginal and Torres Strait Islander Stories (Video resource)
 Understanding stress and staying strong

Doing 

1.  View the video resource: Keep yourself healed: Self-care for Aboriginal and/or Torres Strait Islander 
Health Workers and consider the ways people in this video supported their own (and others’) 
wellbeing.
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Self-care practice: Dadirri
Dadirri is the practise of deep inner listening 
and quiet still awareness, which connects us and 
nurtures spiritual wellbeing. The word, concept 
and spiritual practice that is dadirri is from the 
Ngan’gikurunggurr and Ngen’giwumirri languages 
of the Aboriginal peoples of the Daly River region 
(Northern Territory, Australia).

Elder, Aunty Dr Miriam Rose Ungunmerr describes: 10

“Many Australians understand that Aboriginal 
people have a special respect for Nature. The 
identity we have with the land is sacred and 
unique. Many people are beginning to understand 
this more. Also, there are many Australians who 
appreciate that Aboriginal people have a very 
strong sense of community. All persons matter. All 
of us belong. And there are many more Australians 
now, who understand that we are a people who 
celebrate together.

What I want to talk about is another special quality 
of my people. I believe it is the most important. It 
is our most unique gift. It is perhaps the greatest 
gift we can give to our fellow Australians. In our 
language this quality is called dadirri. It is inner, 
deep listening and quiet, still awareness.

Dadirri recognises the deep spring that is inside us. 
We call on it and it calls to us. This is the gift that 
Australia is thirsting for. It is something like what 
you call “contemplation”.

When I experience dadirri, I am made whole again. 
I can sit on the riverbank or walk through the trees; 
even if someone close to me has passed away, I can 
find my peace in this silent awareness. There is no 
need of words. A big part of dadirri is listening.”

Many Aboriginal and Torres Strait Islander cultures 
have practices like dadirri. For example in Wiradjuri 
it is called Yindyamarra and in Central Australia 
there is a practice called Kanyini.
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1.  What practice do you have in your culture for connecting and centering?

Thinking

Doing 

1.  Watch the video Dadirri (Official Miriam Rose Ungunmerr) and find your own way to practise deep, 
quiet listening.
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