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About

the PCC4U project
The Palliative Care Curriculum for
Undergraduates (PCC4U) project, funded by
the Australian Government Department of
Health, directly articulates with Goal 2 of the
National Palliative Care Strategy (2019) which
focuses on capability, specifically ensuring that
knowledge and practice of palliative care are
embedded in all care settings.
The PCC4U project aims to promote and
sustain the inclusion of the principles and
practice of palliative care in all healthcare
training. It supports the inclusion of palliative
care through the provision of:
n

A suite of evidence-based student and
facilitator learning resources

n

Capacity building and professional
development activities.

The learning resources are based upon four
core graduate capabilities identified as being
integral for health professionals to provide a
palliative approach to care for persons with a
life-limiting illness. Specifically, undergraduate
and entry-to-practice courses in the health
professions should aim to develop graduates
who, within the scope of practice of their
profession, are able to demonstrate the
following capabilities in the context of caring
for a person with a life-limiting illness:
n

Effective communication in the context of
an individual’s responses to loss and grief,
existential challenges, uncertainty and
changing goals of care
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n

Appreciation of and respect for the diverse
human and clinical responses of each
individual throughout their illness trajectory

n

Understanding of principles for assessment
and management of clinical and supportive
care needs

n

The capacity for reflection and selfevaluation of one’s professional and
personal experiences and their cumulative
impact on the self and others.

The PCC4U learning resources are
available at no cost on the project website
www.pcc4u.org.au The project team is
available to assist with any aspect of using
the learning materials. To access support,
please contact pcc4u@qut.edu.au For more
information about the project, go to
www.pcc4u.org.au.
Specific resources are also available
to support learning for students in the
Vocational Education and Training sector,
with the Enrolled Nurse Toolkit and Care
Worker Toolkit. Information regarding these
resources is also available on our website
www.pcc4u.org.au.

About

the core modules and focus topics
The PCC4U project has been funded since
2005 to undertake a range of consultative
activities and evidence reviews which have
informed the development of the learning
and teaching resources. The resources are
subject to regular review and update in
response to emerging priorities and evidence
in palliative care. The PCC4U project team
works with education providers to support
implementation of the learning and teaching
resources in programs of learning for students
from any health profession.

Principles for including palliative
care in undergraduate curricula
This publication provides a framework and
guiding principles for curriculum design,
implementation and evaluation. Content
includes:
n

Graduate capabilities in palliative care

n

Core values underpinning the learning and
teaching of palliative care

n

Benchmarks for inclusion of the palliative
approach in undergraduate curricula

n

Teaching, learning and assessment
strategies.

Palliative care learning modules
The PCC4U resources contain four studentcentred core modules and four focus
topics, each covering aspects of palliative
care relevant to undergraduate and entryto-practice students in the healthcare
professions. Within each core module and
focus topic students experience the story
of someone facing a life-limiting illness.
The resources can also be used by healthcare
providers for continuing professional
development activities.

The core modules and focus topics
are available to students online at
www.pcc4u.org.au. Case-study video
vignettes are accessible via YouTube.
The modules have been designed to be
integrated into a variety of curriculum contexts
and delivered via a range of flexible modes.
The PCC4U modules include a range of active
learning strategies designed to develop one
or more of the PCC4U graduate capabilities in
palliative care. Opportunities are provided to:
n

Explore key practice concepts relevant to
the capability

n

Understand the experience of individuals
living with a life-limiting illness

n

Promote critical reflection and apply
learning

n

Consider expert opinions and real-life
practice experiences

n

Identify and review current evidence and
information resources.

Key learning tools are embedded within the
content to achieve these outcomes, including
a series of ‘thinking points’, video vignettes of
relevant case studies and current references.
The video case studies provide opportunities
to understand an individual with a life-limiting
illness at various points in their journey, reflect
on the ‘real-life’ experience of individuals and
apply concepts to practice. A selection of
expert videos are also available.
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Depending on desired learning outcomes,
the modules can be used in whole or in part
and delivered in a range of different formats
including:
n

Workshop activities

n

Interactive tutorials

n

Self-directed learning

n

Blended learning

n

Lecture presentations

n

Simulation

n

Group discussions.

The four core modules are:
n

Principles of palliative care

n

Communicating with people affected by
life-limiting illness

n

Assessing and managing symptoms

n

Optimising function in palliative care.

The focus topics aim to support the care of
specific populations with life-limiting illness
and the provision of palliative care in a variety
of contexts. They are:
n

Multidisciplinary care

n

Caring for Aboriginal people with
life-limiting illnesses

n

Caring for children with life-limiting
illnesses

n

Culture-centred care of people with
life-limiting illnesses.
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Learning

and teaching support
The PCC4U project supports the inclusion
of palliative care through a range of capacity
building and partnership opportunities.
These include:
n

Face-to-face and remote meetings to
introduce the project and resources to the
teaching team

n

Assistance with customising the resources
to suit your curriculum and meet teaching
and learning needs

n

Assistance with curriculum mapping and
integration of the project resources

n

Providing opportunities for expanding
clinical and academic networks to enhance
student clinical learning

n

Monitoring and evaluating the
implementation of the PCC4U resources

n

Supporting communities of practice in
palliative care education.

Resources to support teaching and learning
are also available on the PCC4U website within
the Teaching and Learning Hub https://pcc4u.
org.au/for-educators/university/teachinglearning-hub/implementing-pcc4u/ It includes
materials to support the integration of the
core modules and focus topics into new and
existing health curricula:
n

Implementation guides
n

Principles for including palliative care
in undergraduate curricula

n

Implementation guide

n

Student workbook

n

Curriculum blueprint

n

PCC4U videos

n

PCC4U in practice – curriculum examples
in palliative care
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How

to use this Implementation Guide
This implementation guide provides
information about the specific content and
components of each module and aims to
support the educator to map and integrate
the learning modules within and across their
own curriculum.

Module structure:
The modules and topics are organised into
sections, then into activities. The content
contains links to thinking points. These are
questions related to the content and are
relevant to all health profession students.
Each core module and focus topic contains
a case study video.

Module /
Topic

Content

Overview

Case study
video

Aims and
objectives

Sections

Activities

Related
links
Thinking
points

References
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Icons:
Throughout the guide, icons are used to
identify learning and teaching approaches.

Activity
Thinking Point
Additional Resources
Video
Expert opinion
Transcript

Acknowledging thoughts and
feelings related to content
Palliative care explores the experiences of
people with life-limiting illnesses and personal
responses to dying and death. These issues
can be very personal. They may trigger
emotions. These emotions are natural and
students should be advised to talk to teachers,
family or friends if needed.
They may also consider accessing counselling
services if required. This might be provided
by your education facility. When working
on activities in a group, it is important to
remember the following points:
n

Privacy and confidentiality are essential

n

An individual’s feelings and thoughts must
be respected

n

An individual’s right not to disclose feelings
and thoughts must be respected.
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WILLIAM'S STORY: William is a 60-year-old man with stage IV colorectal cancer with liver metastases.
He has worsening liver function and his prognosis is poor. His care involves the GP and community team.

Module 1

Principles of palliative care
To provide healthcare that is relevant to community needs, you need to understand the experiences,
preferences and care requirements of people affected by life-limiting illness.
Module 1: Principles of palliative care will help you develop the knowledge and skills needed to provide
quality care to people affected by life-limiting illness.
Graduate Capabilities: 1, 2, 4

SECTION

ACTIVITY

VIDEO

1

1.
2.
3.
4.
5.

Dying and death in 21st century Australia
Individual factors inﬂuencing dying and death
Diverse experiences of dying and death
Indigenous Australians
William’s Story

1 min 32 sec

6.
7.
8.
9.
10.
11.
12.

What is palliative care?
Who needs palliative care?
Understanding people’s needs
Personalising palliative care
Advance care planning
William's illness progresses
Legal and ethical issues and end of life

2

Dying and death in contemporary society

Caring for people with life-limiting illnesses

3

Ensuring quality palliative care

4

Reflections on what you have learnt
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13. Quality palliative care in Australia
14. Evidence-based palliative care

2 min 50 sec

2 min 29 sec

Module 2

Communicating with people affected by life-limiting illness
Providing support for people affected by life-limiting illness requires an understanding of the meaning of their
illness and its effects on all involved. Open conversations about the illness, associated symptoms, goals of care
and clinical management can provide considerable relief to people affected by life-limiting illness.
Module 2: Communicating with people affected by life-limiting illness will help you develop your
communication skills with people in this area.
Graduate Capabilities: 1, 2, 4

SECTION

ACTIVITY

VIDEO

1

The experience of being diagnosed with a
life-limiting illness

1.
2.

The challenges faced
Michelle’s story

1 min 28 sec

2

Supportive communication

3.

3 min 04 sec

7.

Providing supportive communication in palliative
care
Communication principles
The need for effective communication
Communication among health professionals and
between services
Introducing specialist palliative care
How to communicate with children

4 min 20 sec

4.
5.
6.

2 min 35 sec
3 min 50 sec

3

Communicating with children

8.

4

Providing person-centred support

9. Understanding sources of distress
10. Responding to loss

5 min 21 sec

5

The spiritual dimension of care

11. Understanding spiritual needs
12. Spiritual conversations

5 min 16 sec

6

Support for people at the end stages of life

13. End-of-life concerns
14. Preparing for Michelle’s death

7

Self-care for healthcare professionals

15. Impact of caring
16. Adopting self-care strategies
17. Reﬂective practice

8

Reflections on what you have learnt

4 min 24 sec

MICHELLE’S STORY: Michelle is 38-years-old and lives with her partner Peter and two children. She has a recurrence
of breast cancer with metastatic deposits on her spine, managed with palliative radiation therapy and palliative
chemotherapy. As Michelle’s condition deteriorates, palliative care is introduced by the cancer care team, with support
from the palliative care nurse to help prepare and support Michelle and Peter for Michelle’s end-of-life care at home.
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HERBERT’S STORY: Herbert is a retiree with a history of systolic heart failure. His heart failure has progressed
to Class III heart failure and continues to worsen, requiring assessment and symptom management. Following
admission to hospital with pulmonary oedema, he is referred to the local specialist palliative care team.

Module 3

Assessing and managing symptoms
Palliative care symptoms should be identiﬁed early and through impeccable assessment. Initial
and ongoing assessment incorporates the person’s physical, psychological, cultural, social and spiritual
experiences and needs.
Module 3: Assessing and managing symptoms will help you develop the knowledge and skills required
to identify the health needs of people affected by life-limiting illness, and develop an understanding
of the principles for managing common symptoms.
Graduate Capabilities: 2, 3, 4

SECTION

ACTIVITY

VIDEO

1

Palliative care symptoms

1.
2.

Life-limiting illnesses
Understanding symptoms in palliative care

1 min 37 sec

2

Principles of assessment

3.
4.
5.

Principles of assessment
Assessment tools
Symptom assessment

2 min 28 sec

3

Evidence-based symptom management

6.
7.
8.

Principles of palliative symptom management
Herbert’s illness progresses
Expert opinion

4

Applying symptom assessment
and management – Pain

9.

Assessing and managing pain in palliative care

5

Reflections on what you have learnt
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2 min 16 sec

Module 4

Optimising function in palliative care
Within palliative care, the absence of illness or inﬁrmity is no longer the focus of treatment. Ensuring improved
quality of life by optimising function – encompassing physical, spiritual, psychosocial and cultural functioning –
becomes the main goal.
Module 4: Optimising function in palliative care will help you develop your understanding of how to provide
support for people affected by life-limiting illness to live as fully as possible, for as long as possible.
Graduate Capabilities: 2, 3, 4

SECTION

ACTIVITY

VIDEO

1

Living with a life-limiting illness –
experiencing loss

1.
2.

Responses to losses
Bob’s Story

2 min 27 sec

2

Goals of care

3.
4.
5.
6.

Goals of care
Bob’s story: Three months later
The role of family meetings and goals of care
Advance care planning and goals of care

3

Optimising physical and social function

7.
8.

Assessing and maintaining function
Role of allied health professionals in supporting
function

4

Supporting communities and carers

9. Optimising community care
10. Carer needs
11. Bereavement

5

Reflections on what you have learnt

1 min 11 sec

1 min 42 sec

5 min 16 sec

BOB’S STORY: Bob was diagnosed with Motor Neurone Disease 12 months ago. As Bob’s illness progresses a
physiotherapist and occupational therapist become involved in his care. As his condition deteriorates and day-to-day
activities are increasingly difﬁcult the GP explores the options for care and respite with Bob and his wife.
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BETTY’S STORY: Betty is a 79-year-old woman with Stage 3 chronic kidney disease and multiple comorbidities
who has been managed by her GP in conjunction with the multidisciplinary team at the Renal Clinic. The team
continues to meet as Betty’s kidney disease progresses, establishing and implementing a management plan
to support Betty and her family at home.

Topic 1

Multidisciplinary care
To provide care that is responsive to the complex and multifaceted needs of individuals with a life-limiting
illness, it is important to understand the functions and processes associated with a multidisciplinary approach
to care.
Topic 1: Multidisciplinary care will help you develop the skills needed to work effectively within the context
of a multidisciplinary team when providing care to people with life-limiting illnesses and their families.
Graduate Capabilities: 2, 3, 4

SECTION

ACTIVITY

VIDEO

1

Principles of a multidisciplinary approach

1.
2.
3.

What is a multidisciplinary approach to care?
Betty’s story
Principles of multidisciplinary care

1 min 31 sec

2

Planning multidisciplinary care

4.
5.
6.
7.

Patient-centred care planning
The multidisciplinary team
The team meeting
Ongoing information and communication

8.
9.
10.
11.

Betty’s disease progresses
The team implements an end-of-life care plan
Standards of care
Alan’s perspective

3

4

Providing multidisciplinary care
at the end of life

Reflections on what you have learnt
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4 min 31 sec
3 min 36 sec
1 min 29 sec
2 min 04 sec
2 min 48 sec

Topic 2

Caring for Aboriginal people with life-limiting illnesses
To provide quality care for people with life-limiting illnesses and their families, you need to be able
to respond effectively to their speciﬁc needs.
Topic 3: Caring for Aboriginal people with life-limiting illnesses will help you develop the knowledge
and skills needed to provide quality care, across various healthcare settings, to Aboriginal people
with life-limiting illnesses and their families.
Graduate Capabilities: 1, 2, 3, 4

SECTION

ACTIVITY

VIDEO

1

1.
2.

2 min 16 sec

Caring for Aboriginal people with
life-limiting illnesses

3.
4.
5.
6.
2

Tom’s story
Engaging with Aboriginal communities in
providing palliative care
Acknowledging speciﬁc needs
Communication principles when caring for
Aboriginal people
Communicating with Tom’s family
Building capacity

1 min 40 sec

3 min 40 sec

Reflections on what you have learnt

TOM’S STORY: Tom is a 55-year-old Aboriginal man with advanced lung cancer and multiple metastases who
collapses at home. Discussion between the nurse and the hospital Aboriginal Liaison Ofﬁcer highlights several key
issues to consider when caring for an Aboriginal family.
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EMILY’S STORY: Emily is a 10-year-old girl with congenital hypoplastic left heart syndrome who lives in a rural
location with her family. Emily is not suitable for a heart transplant and, as her illness progresses, her GP introduces
the concept of palliative care to support Emily and her family. A telehealth consultation is arranged with the
metropolitan cardiology and paediatric palliative care teams to plan Emily’s care.

Topic 3

Caring for children with life-limiting illnesses
To provide care that is responsive to the speciﬁc needs of children with life-limiting illnesses and their families,
it is important to understand the social, personal and illness experience of individuals facing such a condition
and how the principles of palliative care can be applied to support children and
their families.
Topic 3: Caring for children with life-limiting illnesses will help you develop the knowledge and skills needed to
provide care, across various healthcare settings, to children with life-limiting illnesses
and their families.
Graduate Capabilities: 1, 2, 4

SECTION

ACTIVITY

1

1.
2.

Understanding needs of children with lifelimiting illnesses and their families

3.
4.

Impact of life-limiting illnesses
The family’s experience of their child’s life-limiting
illness
Emily’s story
Paediatric palliative care concepts
Communication with children and their families
Emily’s review
Collaborative approaches to care

2

Principles of care for children with
a life-limiting illness

5.
6.
7.

3

Supportive care interventions

8.
9.
10.
11.

4

Reflections on what you have learnt
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Supportive approaches to care
Emily’s case conference
Psychosocial and spiritual support for children
Psychosocial and spiritual support for families
and community
12. Emily’s progression
13. Self-care for health professionals

VIDEO

1 min 34 sec

3 min 44 sec

6 min 30 sec

1 min 02 sec

Topic 4

Culture-centred care of people with life-limiting illnesses
To provide appropriate care that responds to the speciﬁc needs of people with life-limiting illnesses,
it is important to recognise cultural considerations associated with end of life and bereavement.
Topic 4: Culture-centred care of people with life-limiting illnesses will provide an opportunity to develop
knowledge and skills associated with providing culturally appropriate care for people with life-limiting illnesses.
Graduate Capabilities: 1, 2, 4

SECTION

ACTIVITY

VIDEO

1

Diversity in contemporary Australian
society

1.
2.
3.

Diversity in Australian healthcare
Culturally diverse populations in Australia
Amy’s story

3 min 01 sec

Culture-centred communication

4.
5.
6.

Intercultural communication principles
Decision-making and care planning
Amy is admitted to an aged care facility

2 min 52 sec

7.
8.
9.
10.

Access to services and care
Symptom management
Cultural and individual differences
Understanding spiritual needs and sources
of distress

2

3

Providing person-centred care

4

Support for people from culturally diverse
backgrounds at end stages of life

5

Reflections on what you have learnt

11. End-of-life care
12. Support for Amy’s family at end of life

4 min 18 sec

1 min 18 sec

AMY’S STORY: Amy is a 59-year-old woman who lives with her mother Mei and son Eric. Amy and Mei speak English
as a second language. Amy has early onset probable Alzheimer’s disease. Mei and Eric care for Amy in their home until
she requires a higher level of care than they can provide. On admission to the aged care facility, a medical interpreter
is engaged to translate information to Amy and her family. The multidisciplinary team at the aged care facility provide
end-of-life care for Amy and her family.
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Module 1

Principles of palliative care

To provide healthcare that is relevant to community needs, you need to understand the experiences,
preferences and care requirements of people affected by life-limiting illness.
Overview
Module 1: Principles of palliative care will help you develop the knowledge and skills needed to provide
quality care to people affected by life-limiting illness (which includes those people with a life-limiting
illness, their families and carers). Through personal reflection you will also examine how your own values
and beliefs about dying and death affect your responses and interactions with people affected
by life-limiting illness.
Aims and objectives
You’ll develop an understanding of the social and personal experiences of people with life-limiting
illnesses and their families. This module will also cover the core principles of palliative care.
After completing this module you should be able to:
n

Analyse the factors that influence contemporary community perceptions about dying, death
and bereavement

n

Recognise how your personal values and beliefs about dying and death influence your responses
and interactions with people affected by life-limiting illness

n

Describe the core principles of palliative care

n

Explore factors which inform decisions about who would benefit from palliative care and when
palliative care is needed.
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Module 1

Principles of palliative care
SECTION

ACTIVITY

VIDEO

1

1.
2.
3.
4.
5.

Dying and death in 21st century Australia
Individual factors influencing dying and death
Diverse experiences of dying and death
Indigenous Australians
William’s Story

1 min 32 sec

6.
7.
8.
9.
10.
11.
12.

What is palliative care?
Who needs palliative care?
Understanding people’s needs
Personalising palliative care
Advance care planning
William's illness progresses
Legal and ethical issues and end of life

2

Dying and death in contemporary society

Caring for people with life-limiting illnesses

3

Ensuring quality palliative care

4

Reflections on what you have learnt
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13. Quality palliative care in Australia
14. Evidence-based palliative care

2 min 50 sec

2 min 29 sec

Module 1

Section 1: Dying and death in contemporary society
In this section you will:
n

Reflect on contemporary meanings of dying and death and how they relate
to a person’s own experience of dying

n

Consider how your personal values and beliefs influence your interactions
with a person affected by life-limiting illness

n

Consider diversity and cultural issues in relation to palliative care.

Activity 1: Dying and death
in 21st century Australia
In the 20 th century, Australia, like many
western nations, witnessed dramatic
changes in terms of: [1-3]
n

Life expectancy

n

How people were cared
for when they were dying

n

What they died from

n

Where they died.

Compared with other OECD
(Organisation for Economic Cooperation
and Development) member countries,
Australia has the eighth highest life
expectancy at birth for males and the fifth
highest for females. [4, 5] Children born in
contemporary Australia can expect to live
until their mid-eighties, approximately
30 years longer than their 19th century
counterparts.[5, 6]
Australia today has an ageing population
who are more likely to die from chronic
conditions. [5] Figure one presents the top
five causes of death in Australia in 2017.
continued over page
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Activity 1: Dying and death in 21st century Australia continued
Figure 1: Leading Causes of Death in Australia (2017) – adapted from
Australian Institute of Health and Welfare [2]

1

Coronary heart disease
(18,590)

2

Dementia and Alzheimer
disease (13,729)

3

Cerebrovascular
disease (10,186)

4

Lung cancer
(8,262)

5

COPD
(7,518)

These data contrast with data from
a century ago, where death in Australia
was typically quite sudden and the
leading causes were: [3, 8]
n

Infections

n

Accidents

n

Childbirth.

The life expectancy for Aboriginal
and Torres Strait Islander people is
approximately 10 years lower than other
Australians. The leading causes of death
for the Aboriginal and Torres Strait
Islander population include: [7, 9]
n

Coronary heart disease

n

Diabetes

n

Respiratory disease.

In 2017, there were 160,909 deaths
registered in Australia. Of these,
approximately 120,000 (75%) are
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“expected”. [5, 10] Expected deaths include
those related to many of the life-limiting
illnesses that are common causes of death
in Australia. [11] The term ‘life-limiting
illness’ is used to describe a wide range
of progressive and advanced conditions
(eg, Heart failure, renal failure, motor
neurone disease, various cancers, chronic
obstructive pulmonary disease etc) where
it is expected that death will be a direct
consequence of the specified illness.
Many people living with these illnesses
will benefit from the provision of palliative
care. [12-17]

Additional Resources
The Groundswell Project has a range
of resources that explore the experience
of dying, caring and grief in Australia.

Thinking Points
1. Think about how death is depicted
in the media. Consider television,
movies, books and social media.
n

n

Choose an example and describe:
n

Who is dying?

n

Where are they dying?

n

Why are they dying?

n

Who is involved in the scene?

In what ways are media depictions
similar or different to your own
experiences or observations of
where and how people die and
how they react to death?

2. What historical events and
developments have been most
influential in shaping attitudes and
beliefs about dying and death in
developed societies in the 21st
century? Consider:
n

Scientific advances

n

Information technology

n

Healthcare developments,
reforms and policy

n

Demographic changes

n

Consumerism

n

Social media

n

Mass deaths.

In responding to this question,
consider:
n Any personal experiences you
have had in working with or caring
for someone with a life-limiting
illness
n

Whether you are comfortable (or
not) to talk about dying and death
and why this is the case

n

Your knowledge of how
healthcare resources are allocated
and what society prioritises

n

How the media portray dying and
death and healthcare in general.

4. Life expectancy is determined by a
range of factors (eg, age, gender,
health, lifestyle choices and where
we live), which can be used to
determine the average age at which
we are likely to die. Access an online
life expectancy calculator (provided
by various organisations and life
insurance providers) and consider
your life expectancy.
Example: The Death Clock provides
a simple calculation based on your
answers to six questions.

3. Some commentators argue that
modern Western society is ‘death
denying’ or ‘death avoiding’. Provide
at least two examples that would:
n

Support this argument

n

Contradict this argument.
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Activity 2: Individual factors influencing dying and death
Numerous social and cultural factors have influenced the way that dying and death is
experienced by people in contemporary Western societies, including: [1-5]
Age

Death is often viewed as something that happens in older age.
This can make the death of younger people especially difficult
to understand. It can also mean that older people who are dying
may receive less support or attention because their death is
‘expected’.

Social

Dying and death do not happen in isolation from the rest of life.
We are influenced by how other people or groups respond to
dying, death and loss.

Culture

The meaning given to illness, dying and death in different
cultures can influence how a person manages the experience.
For example, culture can influence the family’s role,
communication patterns or feelings of optimism or fatalism.

Spirituality

Spirituality can influence death rituals and beliefs about the
afterlife. For some people they provide a source of meaning. For
other people they can create a sense of conflict or distress.

Previous
experience with
dying and death

Some people have no experience with dying and can be fearful
of what can occur. Others can be anxious about dying because
of the negative experiences of someone they have known or
heard about.
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Thinking Points
1. Think about how you and your
immediate family react and respond
to dying and death.
n

What factors influenced your
reactions when someone close to
you died?

n

If you haven’t experienced the
death of someone close to you,
consider how you think it would
make you feel.

2. Discuss with others about their
experiences or observations of:
n

Practices associated with dying
and death in different cultures,
age groups, and religions

n

Differences within the same
cultural groups.

3. How do you think your culture, age,
spiritual beliefs, social networks and
past experiences influence the way
you will provide care?
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5.

Wiener, L., et al., Cultural and religious considerations in pediatric palliative care. Palliative & Supportive Care, 2013.
11(1): p. 47-67.
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Activity 3: Diverse experiences of dying and death
Diversity can have an impact on the way
people approach dying and death – and
the health decisions that they make when
affected by a life-limiting illness. [1, 2]

n

A system of interrelated values active
enough to influence patterns of
thought, behaviours, communication
styles and beliefs about life and death

Diversity is what makes a person
or group unique and is not just associated
with ethnic background. Diversity
can be reflected in several ways
including: [2-4]

n

A dynamic construct. Values and
beliefs can change from one
generation to the next depending
on life experiences.

n

Ethnicity and race

n

Culture

n

Language

n

Gender

n

Sexual orientation

n

Age and generation

n

Socioeconomic status

n

Disability status

n

Religion, faith and other beliefs.

Diversity influences health beliefs and
practices, including beliefs about dying,
death and bereavement. However, you
cannot assume a person’s preferences
based on their identification with a
particular group. Discuss care options and
needs to ensure that people receive the
right care at the right time. [3, 5]

Cultural groups can vary according
to where people live (urban, rural or
remote regions), their environment and
education.
In the context of dying and death, culture
can influence: [5, 7-9]
n

Language and communication styles

n

Beliefs about illness and ill health

n

Family involvement in care

n

Expression of pain and other
symptoms

n

Meaning of life, dying, death, and grief

n

Practices associated with care
immediately after death

n

Beliefs about what happens to the
body after death

n

Use of complementary and alternative
therapies.

Culture is: [6-8]
n

The ‘lens’ through which we view the
world and interpret or make sense
of the experiences of life including
illness, dying and death
continued over page
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Activity 3: Diverse experiences of dying and death continued
Australia is a highly diverse and
multicultural society.
Australia’s culturally and linguistically
diverse (CALD) population includes
people who were born overseas, have
a parent born overseas or speak a variety
of languages. [7,10]
In 2016: [11–14]
n

28% of Australians were born overseas

n

21% of Australians had one or both
parents who were born overseas.

n

21% of Australians spoke a language
other than English at home.

n

Provides positive outcomes to all
people – regardless of whether they
hold a different cultural outlook

n

Is mindful of culture

n

Recognises the distinct lifestyle and
beliefs of the person and their family/
carers.

A culturally safe approach to palliative
care requires health professionals
to: [6, 7, 16-18]
n

Accept that everyone has their own
unique culture

n

Understand that individual views
of the world, health, illness, dying and
death are influenced by culture and
the power dynamics that this creates
in and between cultures

n

Engage with all people as individuals
in a culturally safe and respectful way

n

Foster open, honest and
compassionate professional
relationships

n

Be aware and mindful of their personal
attitudes and values towards gender,
race, religion and sexuality

n

Be self-aware and reflect on their
practice – particularly in relation to
how their own cultural background
influences their decisions and
behaviour (and how it can differ from
the people that they are supporting)

n

Be aware of the different
communication styles and norms used
by diverse cultures. For example,
within some cultures holding another
person’s eye contact is disrespectful,
while in others it is disrespectful not to

Cultural safety and its application
to palliative care
It is important to acknowledge cultural
diversity and to provide care and support
according to people’s preferences. Your
personal attitudes and beliefs can distort
how you perceive people from different
cultures and diverse groups.
Cultural safety provides an important
framework for palliative care. It involves
health professionals examining their own
beliefs, behaviours and practices, as well
as issues such as institutional racism, to
ensure that their services are perceived as
safe by the person receiving care. [8, 15]
Cultural safety is a framework developed
by Māori nurse, Irihapeti Ramsden
in the late 1980s. It extends beyond
cultural awareness and cultural sensitivity
and aims to ensure that the care
provided: [6, 7, 16-18]
n

Meets cultural needs and promotes
feelings of being safe
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Thinking Points
n

Understand that all members
of a cultural group do not have
homogenous health needs, lifestyles
or beliefs about care, dying and death

n

Act respectfully in order to empower
the person

n

Promote shared respect, meaning,
knowledge and experiences

n

Recognise the need for and use
professional interpreter services to
support provision of care and effective
communication.

Unsafe cultural practice occurs
when actions diminish, demean
or disempower the cultural identity
of an individual. [6, 7, 18]
Cultural safety applies to all healthcare
professions. Review the following links
to find out more about cultural safety
for your profession:

1. Using the relevant link for your
profession, describe the key
elements of cultural safety and their
implications for the care of people
with a life-limiting illness.
2. What would you do to avoid
stereotypes and ensure that your
practice is culturally safe and
encompasses diversity in all of its
forms for everyone in your care?
3. How can health services create
a culturally safe care environment
for people who are dying?
4. Find out how to access professional
interpreter services in your clinical
practice context when caring for
people with a life-limiting illness who
require this support.

Medicine
Respectful and culturally appropriate care
(GP Standards)
Inclusion and Diversity
(AMA Statement)
Nurses
NMBA and CATSINaM joint statement on
culturally safe care
Allied Health
Cultural Responsiveness in Action:
An IAHA Framework
Australian Association of Social Workers
(AASW): Culturally responsive and
inclusive practice in Australia
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Activity 4: Indigenous Australians
In 2016, an estimated 787,000 Australians
identified as Indigenous (3.3% of the
population). Of this group, 91% were of
Aboriginal origin, 5% were of Torres Strait
Islander origin and 4.1% identified as both
Aboriginal and Torres Strait Islander
origin. [1, 2] Quality care at the end of life
can only be achieved when it is culturally
safe and appropriate to the particular
needs of individuals and communities–
which includes families, kinships and
clans. [3]
A culturally safe approach is central
to care for Aboriginal and Torres Strait
Islander communities. This personcentred approach to care recognises
that: [4-10]
n

Aboriginal and Torres Strait Islander
peoples’ view of ‘health’ involves
not only the physical wellbeing of an
individual, but the social, emotional
and cultural wellbeing of the whole
community and includes a cyclical
concept of life-death-life.

n

The place of dying and death is
culturally and spiritually significant
for many Aboriginal and Torres Strait
Islander peoples. The need to ‘return
to country’ is often very important
at the end of life – which can involve
a physical return, or other elements
from country to symbolise a ‘return to
country’ where a physical return is not
practical or possible.

n

The heterogeneity of Aboriginal and
Torres Strait Islander culture means
models of care need to be flexible to
address the specific needs of different
groups and individuals.

n

Contemporary models of palliative
and end-of-life care in Australia, which
are dominated by Western traditions
and the biomedical paradigm, need to
integrate Aboriginal and Torres Strait
Islander traditions, values and cultural
practice relating to palliation and endof-life transitions, as appropriate for
each individual.

n

Palliative and end-of-life care services
need to respect the basic rights and
culture of Aboriginal and Torres Strait
Islander peoples to ensure equity
of access for all Australians.

n

Community-based local approaches
to end-of-life care should be
encouraged.

n

Aboriginal and Torres Strait Islander
health professionals should have
a significant role in the delivery
of quality end-of-life care.

n

Aboriginal and Torres Strait Islander
communities have a common heritage
of loss and trauma. The impact of
loss and grief for Aboriginal and
Torres Strait Islander peoples is often
compounded by earlier experiences.
These experiences may impact an
individual’s willingness and ability to
access and trust the Australian health
system. Working to overcome such
challenges is vital to enabling optimal
palliative care for all Australians.

Additional Resources
For further information on providing
palliative care for Aboriginal and Torres
Strait Islander people, access the
CareSearch page
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Thinking Points
1. Compare the main causes of death
within the Aboriginal and Torres Strait
Islander community with the rest
of the Australian population. What
contributes to these differences?
2. How does understanding the
historical journey and its influence
on the contemporary society of
Aboriginal and Torres Strait Islander
peoples help you to provide
culturally safe palliative care?
3. How can community-based local
approaches to palliative care by
Aboriginal and Torres Strait Islander
health professionals promote
culturally safe palliative care?
4. How can loss and trauma potentially
prevent Aboriginal and Torres Strait
Islander communities from accessing
palliative care services?
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Activity 5: William’s story

William’s story

So far in this module, we have explored
factors that influence people’s experience
of dying and death in contemporary
Australia. We would now like to introduce
you to William.
William is a 60-year-old man who grew
up in a large family in a regional area of
Australia. Over the years, like many of
his generation, he has seen enormous
improvements in the quality of healthcare
and life expectancy. This is due to such
things as the introduction of immunisation,
antibiotics and new medical technology.
William has also seen how family structures
have changed. He has seen:
n

n

The introduction of aged care facilities
to care for frail older people who were
previously cared for by their families
at home
Government changes which have
supported the introduction to care
and support for people affected
by life-limiting illness at home,
in a hospital, in a hospice and in
residential aged care facilities

n

Technological changes that have
assisted with illness management

n

Advances in medication that have
resulted in people living longer with
life-limiting illness.

William is concerned that he may
be diagnosed with a life-limiting illness
due to changes in his normal bowel habits.
He has gone to his GP for advice.

Thinking Points
1. William said he thought he had an
outside chance of living to a ‘ripe old
age’ and that he doesn’t usually think
much about dying.
n

How can these beliefs influence
how he responds to a diagnosis of
a potential life-limiting illness?

n

What societal and personal
factors contributed to his beliefs?
Consider in detail:
n

Scientific developments

n

Demographic changes

n

William’s experience with death

n

William’s age.

2. How can William’s cultural
background influence his response to
his illness?
3. In what ways would this response
differ from a person who comes from
a different cultural background?
4. What is your immediate reaction to
William’s and his wife’s situation and
their immediate and ongoing needs
as a couple – and as individuals?
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Module 1

Section 2: Caring for people
with life-limiting illnesses
In this section you will:
n

Develop your understanding of the main principles of care for people affected
by life-limiting illness

n

Consider the groups that can benefit from palliative care and how to deliver care
to meet their needs.

Activity 6: What is palliative care?
The World Health Organization defines
palliative care as:
An approach that improves the quality
of life of individuals and their families
facing the problems associated with
life-limiting illnesses, through the
prevention and relief of suffering
by means of early identification and
impeccable assessment and the
treatment of pain and other problems,
physical, psychosocial and spiritual.
World Health Organization [1]

Palliative care in the Australian context
In alignment with the World Health
Organization definition, palliative care
in the contemporary Australian context
is defined as:
Person and family-centred care
provided for a person with an active,
progressive, advanced disease, who
has little or no prospect of cure and
who is expected to die, and for whom
the primary treatment goal is to
optimise the quality of life.
Palliative Care Australia [2]
continued over page
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Activity 6: What is palliative care? continued
Key points in the WHO approach

Quality of life

Underpinning these definitions are the
following key points:

Palliative care will enhance quality
of life, and may also positively influence
the course of illness, by providing
a support system to help people live
as actively as possible until death. [3]

Life affirming
Palliative care affirms life and regards
dying as a normal process and a part
of living. It intends neither to hasten
or postpone death. [3]
Palliative care is about living. It supports
people to live their life as completely and
as comfortably as possible in ways that
are meaningful to them by focusing on:
n

Living well with deteriorating health [5]

n

Ensuring that they have the best
quality of life while they are
alive. [4, 6-9]

The intention of palliative care is not
to prolong or shorten life but to respect
the natural moment of death. End-of-life
care is a part of palliative care and refers
to the last few days of life when a person
is irreversibly dying. [4, 9]

Palliative care improves quality of life by
focusing on living well with deteriorating
health. [3, 5, 10] The following questions can
assist to determine which area of their
life the person with a life-limiting illness
needs help and support with: [11]
n

Are they comfortable and pain free?

n

Are they able to socialise or spend
time with loved ones and people who
are important to them?

n

Are they having as much
independence as possible?

n

Are they feeling that they are
a burden?

n

Are they feeling emotionally balanced?

n

Do they have all the information they
need at this time?

Holistic care
Palliative care integrates the
psychological and spiritual aspects
of care. [3]
Palliative care treats the whole person,
rather than just the symptoms of illness,
in order to identify personal goals and
preferences for care. [3, 5, 7, 8]
Palliative care can assist with a variety
of needs: [4, 7, 8, 12, 13]
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The five domains of holistic care

Spiritual
Care

Cultural
Care

Circle
of palliative
care
Physical
Care

Emotional
Care

Social
Care
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Activity 6: What is palliative care? continued
Physical Needs

Supporting families in palliative care

n

Management of physical symptoms
such as pain, weakness, fatigue
and dyspnoea

Palliative care offers a support system
to help the family cope during the illness
and during their own bereavement. [3]

n

Information about treatment,
diagnosis or prognosis

Family members (or friends) who take
on the role of principal carer are often
stressed and can benefit from support.
This support requires the consent of the
person with the life-limiting illness, and
can include: [14]

Psychological and Cognitive Needs
n

Management of psychological
symptoms

n

Financial concerns such as loss
of income and medical costs

n

Legal concerns such as preferences
for end-of-life care and advance care
directives

n

Keeping the family informed about
what is happening

n

Explaining what to expect
and how they can help

n

Ongoing education about care
and management

n

Managing expectations

n

Support during decision-making
on end-of-life issues

n

Provision of emotional and spiritual
support

n

Preparation for death when this
is imminent

n

Support after death – and during
the bereavement process.

Social Needs
n

Need for social support

n

Need related to language and
information disclosure preferences

Spiritual Needs
n

Spiritual and existential concerns
including hope, loss of meaning
and uncertainty

Cultural Needs
n

Unique cultural and personal
experiences are considered when
planning care
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Prevention and relief of suffering

Early identification and assessment

Palliative care provides relief from pain
and other distressing symptoms. [3]

Palliative care is applicable early in the
course of illness, in conjunction with
other therapies that are intended to
prolong life, such as chemotherapy
or radiation therapy, and includes
those investigations needed to better
understand and manage distressing
clinical complications. [3]

Many palliative conditions have
complex symptoms and unrelieved
symptom issues can have a negative
impact on a person’s quality of life.
People affected by life-limiting illness
frequently experience a myriad of
symptoms due to a combination of:
n

The illness itself

n

Illness-modifying treatment

n

Concurrent illness/comorbidities.

Early identification, impeccable
assessment and comprehensive
management of physical symptoms are
central to the provision of high quality
palliative care. Even small improvements
in symptom management can significantly
improve quality of life. [15, 16]
Early palliative care:
n

Emphasises active, comfort-focused
care and a positive approach to
reducing suffering [3, 9]

n

Improves quality of life [5, 17, 18]

n

Helps to avoid burdensome
interventions of low benefit [5]

n

Reduces hospital admissions. [19]

PCC4U Implementation Guide I Learning Resource I 2020 37

Activity 6: What is palliative
care? continued
Team approach
Palliative care uses a team approach
to address the needs of patients and
their families, including bereavement
counselling, if indicated. [3]
People affected by life-limiting illness
often have complex and multifaceted
needs. [20] In order to be effective,
palliative care should be provided by a
range of health professionals, trained
volunteers, family members and carers. [13,
21, 22]
Not all people will need specialist
palliative care.
Clinicians who have advanced training in
palliative care deliver specialist palliative
care services which includes providing
direct care to people with complex
palliative care needs, and providing
consultation services to support, advise
and educate non-specialist clinicians who
are providing palliative care. [4, 9, 23]
This interdisciplinary approach enables
collaborative and person-centred care.
This can assist with care goals that
are unlikely to be achieved by health
professionals when working in isolation.

Thinking Points
1. How do you define quality of life?
2. How does your definition compare
with those of other students – or your
family and friends?
3. How can the definition of “quality
of life” change for a person as their
illness progresses?
4. Why is it important for healthcare
professionals to understand a
person’s own perception of quality of
life and how it changes over time?
5. The World Health Organization’s
(WHO) definition of palliative
care states that ‘palliative care’ is
applicable early in the course of
illness, in conjunction with other
therapies that are intended to
prolong life, such as chemotherapy
or radiation therapy, and includes
those investigations needed to better
understand and manage distressing
clinical complications’.
n

Describe what is meant by ‘early
in the course of a life-limiting
illness’.

n

How does the WHO palliative
care definition fit with your
understanding of palliative care?

n

How would you explain what
palliative care is to a patient or
their family member?

[4, 7-9, 22, 24, 25]
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Activity 7: Who needs palliative care?
Palliative care is provided to people
like William; people who, regardless
of age, have a life-limiting illness. It is
not dependent on a specific medical
diagnosis, but on a person’s needs. [1-4]

Palliative care is also applicable when
caring for frail older people and
people with chronic and nonmalignant
conditions. [5-8]
  

The course of various life-limiting illnesses can be influenced by a range of factors.
Some of these factors include: [3]
The natural history of the illness
For example, people with cancer can often feel well and function reasonably for
prolonged periods but experience a sudden decline before death.
Presence and nature of comorbidities
For example, curative treatment for a comorbid condition would be warranted for
a person with a slowly progressive cancer causing limited functional decline.
Treatment goals and decisions
For example, treatment goals for someone with slow functional decline will aim to
maximise function and quality of life. Treatment goals also focus on reducing symptoms
for example, for someone with end-stage heart failure who has pulmonary oedema.
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The top five causes of death in Australia are chronic in nature. In general, these illnesses
follow three broad and relatively predictable trajectories:

Trajectory 1 – short period of evident decline, typically cancer
High
Mostly cancer
Function

Specialist
palliative care
input available

Death

Low
Onset of incurable
cancer

Often a few years, but decline
usually over a few months
Time

n

This trajectory charts a reasonably
predictable decline in physical health
over a period of weeks, months, or in
some cases, years. [2, 3, 9]

n

Body function declines rapidly and
shows no sign of recovery. [3, 9, 10]

n

Typically, there is a relatively short
period between the onset of
functional decline and death as
represented by the sudden drop at the
end of the graph. [3, 9, 10]

n

Physical, social and psychological
decline usually run in parallel. [3, 11]

n

Spiritual distress fluctuates more and is
often determined by other influences,
such as the person’s capacity to
remain resilient. [3, 11]

n

This trajectory is often associated
with traditional specialist palliative
care services which concentrate on
providing comprehensive services in
the last weeks or months of life. [2, 3, 9]

Case study
Joan, a 45-year-old woman with breast
cancer received her initial diagnosis
10 years ago. She was diagnosed with
secondary breast cancer four years
ago and continues to receive a range
of anti-cancer treatments. She was
recently diagnosed with new metastases
to the bone and liver. Joan is suffering
from weight loss, decreased appetite
and pain. She is increasingly weak
and tired. Her condition has been stable
for some time but is likely to deteriorate
over the next few months to years.
continued over page
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Activity 7: Who needs palliative care? continued
Trajectory 2 – long-term limitations with intermittent serious episodes
High

Function

Mostly heart
and lung failure

Death

Low
Sometimes emergency
hospital admissions

2–5 years,
but death usually
seems“sudden”
Time

n

With conditions such as heart failure
and chronic obstructive pulmonary
disease (COPD), people are usually
ill for many months or years with
occasional acute, often severe,
exacerbations. [2, 3, 9]

n

Deteriorations are generally
accompanied by admission to hospital
and intensive treatment. [3, 9]

n

Body function slowly declines with
intermittent sudden decline but there
is some recovery after each episode. [10]

n

Each exacerbation can result in death
and, although the person usually
survives many of these episodes,
a gradual deterioration in health and
functional status is typical. The timing
of death remains uncertain. [2, 3, 9]

n

During the increasingly frequent
exacerbations of conditions such
as heart failure, liver failure, or chronic
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obstructive pulmonary disease,
the person and their family/carers
may be anxious, need information
and/or have social concerns. [3, 9]
n

Planning for exacerbations
should include management
of multidimensional needs and
communicating current plans and
wishes regularly to out-of-hours care
providers and hospitals. This facilitates
appropriate management during
and after such crises. [3, 9]

Case study
Mr Chen is a 69-year-old man
with end-stage heart failure who
is experiencing fatigue and increasing
shortness of breath on exertion.
Mr Chen has had three emergency
hospital admissions in the past 12 months.
He is concerned about what quality of life
his future holds and when he will die.

Trajectory 3 – prolonged dwindling

Function

High

Mostly frailty
and dementia
Death

Low
Onset could be deficits in functional
capacity, speech, cognition

n

n

n

Morbidity associated in older age
may include Alzheimer’s or other
dementia or generalised frailty from
comorbidities. [3, 9]
Functional status is low with further
decline progressing slowly over
time. Physical decline often occurs
over a long period of time and the
person can lose weight and functional
capacity gradually. [2, 3, 9, 10]
Psychological and spiritual wellbeing
often fall in response to changes
in social circumstances or an acute
physical illness. A decrease in social,
psychological, or spiritual wellbeing
can herald global physical decline
or death. [3, 9]

Quite variable –
up to 6–8 years
Time

Case study
Hans is an 85-year-old man with COPD,
osteoarthritis and early stage dementia.
He is living alone but his family is
becoming increasingly concerned for
his safety. Hans is very forgetful and his
mobility is poor. He has a high risk of falls
and his decline is likely to be slow, making
it difficult to predict the dying phase.
Trajectory image source: Murray, S.A., et al., Illness
trajectories and palliative care. BMJ: British Medical
Journal, 2005. 330(7498): p. 1007-1011.

continued over page
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Activity 7: Who needs palliative care? continued
Key points about illness trajectories:
n

Each phase of an illness trajectory
can bring its own particular meanings
and challenges for people affected
by life-limiting illness. [3, 12]

n

Knowledge of the likely course
of an illness helps predict the
progression of the person’s condition.
For example, curative treatment for a
comorbid condition can be warranted
for a person with a slowly progressing
cancer causing limited functional
decline. [3, 12-14]

n

Physical, social, psychological, and
spiritual needs are likely to vary
according to the trajectory being
followed. [15, 16]

n

Understanding the likely course of
an illness can help guide clinical
assessment and choice of treatment
options. If the treatment helps the
person function and fits in with their
treatment goals, then such treatment
can be appropriate.

n

Understanding what symptoms
are likely to be part of the person’s
illness trajectory can assist with
proactive symptom assessment and
management. Determining the effect
of these symptoms on the person,
and how they perceive these
symptoms, is highly important. [3, 12-17]
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n

The end-phase of life can become
apparent when particular changes in
the status of a person’s functions or
symptom profile occur. This phase
can initiate changes in supportive
interventions for the person and their
family. The Supportive and Palliative
Care Indicators Tool (SPCIT) can be
used to help identify people whose
health is deteriorating and who may
require further assessment of unmet
holistic care needs.

n

The ‘Surprise Question’ – “Would
you be surprised if this person were
to die within the next 6–12 months?”
has been incorporated into clinical
guidelines and routine clinical practice
in many settings as a way to help
clinicians identify people who would
benefit from palliative care. [18]

Thinking Points
1. Identify the key points distinguishing
the following definitions:
n

Palliative care

n

End-of-life care.

n

How are these trajectories similar
or different to that of a person
who is dying as a result of the
ageing process?

n

How can people’s anticipation
of death and preparations for
end of life be influenced by
an understanding of illness
trajectories?

n

How would you answer the
‘Surprise Question’ for the
patients described in each of
these case studies?

2. How do you determine who requires
palliative care? Consider:
n

Issues associated with a person’s
health needs

n

The personal resources and
strengths they can draw from.

3. Review the illness trajectories and the
three associated case studies, answer
the following questions:
1.
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Activity 8: Understanding people’s needs
The goal of palliative care is to relieve
the suffering of people affected by lifelimiting illness through the comprehensive
assessment and treatment of the physical,
psychosocial and spiritual symptoms. [1]
Symptoms often follow a predictable
pattern as the person progresses along
their illness trajectory. Each person will
experience these symptoms differently
and will have different preferences for
treatment and management. [2]
Needs assessment tools assist in
determining the support required and
management responses. They can also
elicit an understanding of the person’s
preferences and priorities for care
planning purposes. [3] Needs assessments
help determine the level of palliative care
that a person requires at the current point
in their illness trajectory. [4, 5]

n

n

n

n

Key assessment tools:
n

n

n

Needs Assessment Tool for
Progressive Disease – Cancer
Enables comprehensive screening of
the need for referral to palliative care.
Needs Assessment Tool: Progressive
Disease (NAT-PD)
Assists in matching the types
and levels of need experienced
by people with progressive chronic
diseases (eg, cancer, heart failure,
COPD) and their caregivers with the
most appropriate people or services
to address those needs.
Modified Karnofsky scale
Used to assess performance state and
prognosis in advanced illnesses.
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PEPSICOLA aide memoire
A palliative care monthly review
checklist from Gold Standards
Framework website.
Pain – Numeric Rating Scale
A simple validated pain assessment
tool. From the Cancer Pain
Management Wiki.
Symptom review – SAS
The standard symptom assessment
tool used in Australian palliative
care services. Assesses seven core
symptoms.
Carer Support Needs Assessment
Tool (CSNAT)
The CSNAT is an evidence-based tool
that facilitates tailored support for
family members and friends (carers) of
adults with life-limiting illnesses. The
research underpinning this tool was
informed by carers and practitioners.

The person with a life-limiting illness,
their family and carers should be actively
involved in the initial and ongoing
assessment of needs. [2] This personcentred assessment focuses on holistic
needs including: [6-10]
n

Management of physical symptoms
such as pain, weakness, fatigue and
dyspnoea

n

Management of psychological
symptoms

n

Need for social support

n

Culturally specific needs related
to language requirements and
information disclosure preferences

n

Need for information about treatment,
diagnosis or prognosis

Additional Resources
n

Spiritual and existential concerns
including hope, loss of meaning
and uncertainty

n

Financial concerns such as loss
of income and medical costs

n

Legal concerns such as preferences
for end-of-life care and advance care
directives.

These needs change over time and
reassessment is required. [2] For further
information refer to Module 3 –
Assessing and managing symptoms.

For further information about Colorectal
cancer, access the Clinical practice
guidelines for the prevention, early
detection and management of colorectal
cancer.

 illiam’s story –
W
one year later

Case study
Consider William and how his needs have
changed throughout his illness.
It has been one year since William’s
colonoscopy showed he had stage III
colorectal cancer, indicating regional
lymph node involvement. Over the past
year, he had a colon resection and six
months of adjuvant chemotherapy. He
has been seeing his GP every two months
and has been attending the outpatient
colorectal clinic every six months for
follow up.
On his 12-month follow up, liver
metastases were found. His cancer is now
considered stage IV colorectal cancer.
Palliative chemotherapy is available in
some situations to control such advanced
illness. However, William has worsening
liver function and is physically too unwell
to tolerate chemotherapy.
The surgeon has indicated to William that
his prognosis is poor. William and his wife
Gladys are seeing his GP to discuss what
the oncologist from the colorectal clinic
has recommended.
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Thinking Points
1. Think about the principles of
palliative care that you’ve reviewed
and how they can be applied to
William’s situation.
n

What are William’s and Gladys’
main concerns at this time?

n

How have William’s needs
changed throughout his illness?

n

What are the key messages
the GP provides in relation
to William’s future care?

n

How did the GP communicate
these messages?

n

How could this interaction be
improved to ensure that William
and Gladys get optimal support
and information about the role of
palliative care?

2. Why is it important to consider
peoples’ preferences when
identifying needs at end of life?
3. Refer to the Needs Assessment
Tool: Progressive Disease (NAT:PD).
Describe:
n

The key needs that are assessed

n

How the tool can be used
in practice.

4. What are some of the physical,
psychological and social changes that
can make a person with a life-limiting
illness feel a loss of control?
5. What are the reasons that people
often fear pain and other symptoms
even when effective symptom
management is available?
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Activity 9: Personalising palliative care
There are many factors that determine the type of palliative care a person needs and the
type of services that they require can change throughout their illness. [1, 2] Palliative Care
Australia has defined three broad groups based on the complexity of individual needs for
palliative care: [3]

Figure 2: Conceptual model of level of need for palliative care among people
living with a life-limiting illness. Source: Palliative Care Australia. (2018)
Palliative Care Service Development Guidelines. [3]

Increasing intensity of needs

Person’s needs
Complex
and persistant
Intermediate
and ﬂuctuating

Straightforward
and predictable

Person’s movement between levels
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Activity 9: Personalising palliative care continued
A key factor influencing the type of service required by people with life-limiting illnesses
is the intensity of their needs.
Straightforward
and predictable
needs

This group comprises people whose needs can generally be
managed through their own resources (including with the
support of family, friends and carers) and/or with the provision
of palliative care by their existing healthcare providers (including
GPs, community nurses, geriatricians, oncologists, medical
specialists and other health professionals). People in this group
do not usually require care delivered by specialist palliative care
providers.

Intermediate and
fluctuating needs

This group includes people who experience intermittent onset
of worsening symptoms (such as unmanaged pain, psychological
distress and reduced functional independence) that can result
in unplanned and emergency use of hospital and other health
services.
People in this group may require access to specialist palliative
care services for consultation and advice. They will also continue
to receive care from their existing healthcare providers in
whichever care setting they are in (community, hospital or aged
care setting).

Complex and
persistent needs

This group comprises people with complex physical,
psychological, social and/or spiritual needs that are not able to be
effectively managed through traditional primary care methods.
People in this group can require more ongoing direct care by
specialist palliative care providers. However, this care should
occur through partnerships and shared care models with primary
care providers and can occur across all care settings.

Key concepts to consider: [1-5]
n

All people affected by life-limiting
illness have a right to healthcare that
is appropriate to their needs

n

Not everyone with a life-limiting illness
will require access to a specialist
palliative care service. For many
people, care needs can be met by
community and personal resources
and the support of primary or aged
healthcare services
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n

As a healthcare professional, you
are likely to encounter people in
a variety of settings who may benefit
from palliative care. All healthcare
professionals, therefore, need
knowledge and skills in providing
this care.

Settings for providing care
People living with a life-limiting illness
will need to have palliative care provided
in many different settings. These settings
can be divided into two broad settings,
as represented in the diagram: [3]

Figure 3: Settings for Providing Palliative Care [3]

Community based
support

Hospital based
support
Person living with
a life-limiting illness

Community-based settings

Hospital-based support

n

People’s homes

n

Inpatient palliative care beds

n

Residential aged care

n

n

Supported accommodation for
people living with a disability or
mental ill health

Other inpatient beds (such as acute,
subacute or other beds)

n

Outpatient services, specialist
rooms and other ambulatory clinics

n

Correctional facilities

n

Intensive care units

n

General practices

n

Emergency departments.

n

Community palliative care clinics
and day centres.
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Thinking Points
1. Compare and contrast the different
levels of palliative care needs. Can
you think of a person you have cared
for who had a life-limiting illness and
what level of palliative care need they
may have had at that time?
2. What factors can influence the level
of need for palliative care services?
Consider:
n

Issues associated with a person’s
health needs

n

The personal resources and
strengths they can draw from.

3. How might different settings impact
on a person’s (and their family’s)
palliative care needs?

1.

Palliative Care Australia. National Palliative Care Standards. 2018; 5th Edition:[Available from:
http://palliativecare.org.au/standards].

2.

Therapeutic Guidelines Ltd, Overview of Palliative Care. 2018: Melbourne.

3.

Palliative Care Australia. Palliative Care Service Development Guidelines. 2018; Available from:
http://palliativecare.org.au/quality.

4.

Palliative Care Australia. What is Palliative Care A4 Brochure. 2015 [cited 2019 January 23]; Available from:
https://palliativecare.org.au/wp-content/uploads/dlm_uploads/2016/05/What-is-Palliative-Care-A4.pdf

5.

Palliative Care Australia. What is Palliative Care? 2015 [cited 2019 January 23]; Available from:
https://palliativecare.org.au/what-is-palliative-care.

52 PCC4U Implementation Guide | Learning Resource | 2020

Activity 10: Advance care planning
Advance care planning is a routine part
of a person’s healthcare. [1] It assists
with planning future medical treatment
and healthcare needs through the
identification of goals of care. [2, 3] Many
people do not like talking about end-oflife issues. [4] Advance care planning is an
ongoing process of reflection, discussion
and communication that allows a person
to make decisions about their future
medical treatment and other care options
now while they are still competent and
able to communicate these wishes. [4-6]
Advance care planning should commence
early in the person’s illness, preferably
at diagnosis, and should be a part of
routine clinical care. [6] Early discussion
is important so that the person’s wishes
are respected at a time when they can no
longer voice these decisions. [3] This can
lead to a better end-of-life experience for
everyone involved. [1, 4, 6-9] A person must
have the capacity to make decisions in
order to make an advance care plan or to
choose a substitute decision-maker. [1]
A person with capacity should: [1]
n

Know the decision facing them

n

Understand and retain the possible
options available as well as their
outcomes

n

Describes how to provide cultural,
emotional and spiritual support

n

Details which treatments will be
included in the overall care plan and
which ones will not

n

Helps family members make decisions
about care options

n

Helps everyone involved – healthcare
workers, family and carers know
what to expect at different stages
of the illness

n

Describes how to support families
and carers through the bereavement
process.

If the person retains capacity, they may
participate in decision-making directly.
Loss of capacity is the trigger to act
on an advance care plan. [1]
Advance Care Directives
Advance care planning can also involve
a person making an Advance Care
Directive. An Advance Care Directive
is the instruction that a person makes
about their future medical treatment or
healthcare in the event that they lose
capacity to make decisions. Depending
on your state or territory, an Advance
Care Directive is referred to as a: [12]
n

Living will

n

Use or weigh up the information

n

Advance health directive

n

Communicate their decision.

n

Advance directive

An effective advance care plan: [1, 5, 6, 10, 11]

n

Refusal of Treatment Certificate

Outlines how to manage pain and
other symptoms

n

Advance personal plan

n

Health direction.

n

continued over page
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 ctivity 10: Advance care
A
planning continued
The Advance Care Directive is a
legally binding statement or document
that allows a person with capacity
to record their decisions and share
their preferences, values or preferred
outcomes about their future care and
medical treatment. [1, 13] An Advance Care
Directive can also formally appoint a
substitute decision-maker for medical
treatment decisions.
This topic is covered in further detail
in PCC4U Module 4: Optimising function
in palliative care.

Additional resources
Advance Care Planning Australia –
about Advance Care Planning
The Advance Care Planning Australia
website contains validated resources for
advance care planning. Once within the
site, click on your state or territory to learn
more about advance care planning within
your jurisdiction.
Advance Care Planning Australia –
Consumer Information
In addition to clinical information, the
Advance Care Planning Australia contains
a range of frequently asked questions and
information about advance care planning
for the general public.
End of Life Directions for Aged Care
(ELDAC)
The ELDAC project aims to improve
the care of older Australians. Health
professionals and aged care workers
can access information, guidance and
resources to support palliative care and
advance care planning for older people
and their families.

Thinking Points
1. How can an advance care plan help
William and his family?
2. Who guides the creation of the
advance care plan?
3. What information should be included
in William’s advance care plan?
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 ctivity 11: William’s illness
A
progresses

 illiam’s story – William’s
W
illness progresses

William has now developed significant
pain from his liver metastases and his GP
has referred him to a specialist palliative
care service. The specialist team keeps
in close contact with the GP and his
community nurse.
William and his wife are talking to the
community nurse and discussing his
current needs. Having assessed how he’s
managing physically; the community
nurse recognises that William is becoming
less mobile and is increasingly fatigued.
The community nurse begins to explore
with William and his wife future options
for care as his illness progresses and he
becomes more physically frail.
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Thinking Points
1. What factors influence when
specialist palliative care would be
helpful for people such as William
and Gladys?
2. What decisions do William and
Gladys need to make as William’s
illness progresses?

Activity 12: Legal and ethical issues and end of life
Planning and providing care for a person
with a life-limiting illness can involve
ethically complex decision-making. This
can occur at any point along the illness
trajectory. It is important for all healthcare
providers to understand potential ethical
dilemmas. Treatment decisions can
challenge your values and beliefs.
This can: [1]
n

Influence the care you provide
or recommend

n

Cause tension between
n

the person with a life-limiting
illness

n

their family/carers

n

healthcare providers.

Examples of complex ethical issues
encountered in palliative care include: [1]
n

Determining the method and timing
of conversations with family members
around the imminent death of a loved
one

n

Deciding when to withdraw treatment
that is considered medically futile

n

Use of artificial nutrition and hydration

n

Use of palliative sedation

n

Requests for assistance to die

n

Requests for autopsy.

Four basic principles of biomedical ethics
are autonomy (self-determination), justice,
beneficence (doing good), and
non-maleficence (doing no harm).
For practice to be considered ‘ethical’
it must respect all four of these principles.
Application of these principles assists
in decision-making regarding issues
such as informed consent, truth telling,
confidentiality and respect. [2]
End-of-life Law Resources
End of Life Law in Australia resources
provide accurate, practical and relevant
information to assist clinicians navigate
the challenging legal issues that can
arise with end-of-life decision-making.
Information is presented 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.

continued over page

1.

Palliative Care Expert Group, Therapeutic Guidelines: palliative care. 4 ed. 2016, Melbourne: Therapeutic Guidelines
Limited.

2.

Beauchamp, T.L. and J.F. Childress, Principles of Biomedical Ethics. 2012, New York: Oxford University Press.
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 ctivity 12: Legal
A
and ethical issues and
end of life continued
Clinicians can enhance their
understanding of these laws and
knowledge about legal rights and
responsibilities at end of life.
Key topics include:
n

Capacity and consent to medical
treatment

n

Advance Directives

n

Stopping treatment

n

Withholding and withdrawing
life-sustaining treatment from adults

n

Substitute decision-making for adults

n

Futile or non-beneficial treatment

n

Emergency medical treatment
in each state and territory

n

Children and end-of-life
decision-making

n

Guardianship law

n

Complaints and dispute resolution

n

Palliative medication

n

Organ donation

n

Euthanasia and assisted dying.

58 PCC4U Implementation Guide | Learning Resource | 2020

Thinking Points
1. Refer to the ethical guidelines / code
of conduct relevant to your discipline
and answer the following questions:
n

How would you respond
in a situation where a caregiver
has asked you not to inform
the person with a life-limiting
illness about their diagnosis?

n

How do you respond to a person
who tells you that they have
‘had enough’ and no longer
want treatment?

n

How would you respond if
someone requests that you help
them end their life early?

2. Search recent literature and identify
definitions of the term ‘futile
treatment’ and ‘non-beneficial’
treatment.
3. In what ways can perceptions
of futility differ between the person
with a life-limiting illness, families
and carers and health professionals,
and between different health
professionals?
4. Refer to the Euthanasia and Assisted
Dying page from QUT End of Life
Law in Australia. Consider how
the Victorian Voluntary Assisted
Dying Law affects the provision
of palliative care.

Module 1

Section 3: Ensuring quality palliative care

In this section you will:
n

Review standards which are relevant to palliative care in Australia

n

Review the core values which underpin palliative care

Activity 13: Quality palliative care in Australia
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. [1]

Quality palliative care in Australia reflects
the core values and principles of: [2, 3]

Dignity

Healthcare professionals should endeavour to maintain the dignity
of the person, their caregiver/s and family. The dignity of the person
should be prioritised through a person-centred approach to overall
care. This approach recognises that every person is unique and that
their care needs will be different and can change over time.

Empowerment

Work with the strengths and limitations of the person and their
caregiver/s and family to empower them to manage their own situation.

Compassion

Act with compassion towards the person and their caregiver/s and
family.

Equity

Ensure that resources are accessible and are allocated equitably for all
people affected by life-limiting illness.

Respect

Demonstrate respect for the person, their caregiver/s and family by
providing a safe environment where all people affected by life-limiting
illness can live and die with equity, respect and dignity - and without
fear of prejudice and discrimination.

Advocacy

Advocate on behalf of the expressed wishes of the person, caregiver/s,
families and communities.

Excellence

Healthcare professionals should be committed to the pursuit
of excellence in the provision of care and support.

Accountability

As a healthcare professional you should be accountable to the person,
caregiver/s, families and the community.
continued over page
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Activity 13: Quality palliative care in Australia continued
The National Palliative Care Standards
outline the standards and elements of
quality care for all Australians by specialist
palliative care services. [3] Although they
are specifically designed for specialist
palliative care providers, they provide an
important framework for all healthcare

professionals involved in caring for people
affected by life-limiting illness. Standards
underpin safety and quality in health care,
ensure consistency in service delivery and
provide a nationally consistent statement
about the level of care consumers can
expect from health services. [4, 5]

The National Palliative Care Standards – Overview [3]
Standard 1

Initial and ongoing assessment incorporates the person’s physical,
psychological, cultural, social and spiritual experiences and needs.

Standard 2

The person, their family and carers work in partnership with the
team to communicate, plan, set goals of care and support informed
decisions about the care plan.

Standard 3

The person’s family and carers needs are assessed and directly inform
provision of appropriate support and guidance about their role.

Standard 4

The provision of care is based on the assessed needs of the person,
informed by evidence and is consistent with the values, goals and
preferences of the person as documented in their care plan.

Standard 5

Care is integrated across the person’s experience to ensure seamless
transitions within and between services.

Standard 6

Families and carers have access to bereavement support services and
are provided with information about loss and grief.

Standard 7

The service has a philosophy, values, culture, structure and
environment that supports the delivery of person-centred palliative
care and end-of-life care.

Standard 8

Services are engaged in quality improvement and research to improve
service provision and development.

Standard 9

Staff and volunteers are appropriately qualified, are engaged in
continuing professional development and are supported in their roles.

Care Standards (Standards 1 to 6) describe
the systems and enablers necessary to
deliver high quality clinical care.
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Governance Standards (Standards 7
to 9) describe expectations in regards
to quality management, quality
improvement and benchmarking.

The Palliative Care Service Development
Guidelines further communicate the
expectations for service provision and
workforce and system capabilities to
support the delivery of quality care. [6]
There are other national standards which
relate to quality care provision for people
with life-limiting illnesses including:
n

n

n

ACSQHC National Consensus
Statement: Essential Elements for Safe
and High-Quality End-of-Life Care
ACSQHC National Consensus
Statement: Essential Elements
for Safe and High-Quality Paediatric
End-of-Life Care
Aged Care Quality Standards.

The National Consensus Statement:
Essential Elements for Safe and HighQuality End-of-Life Care was developed
to support healthcare professionals who
provide care in acute care settings where
this care is not being led by a specialist
palliative care doctor or team. The
essential elements within the Consensus
Statement are the features that are
required in systems to ensure safe and
high-quality care for patients who are
approaching the end of life. [5]

Essential elements
Processes of care
1. Patient-centred communication and
shared decision-making
2. Teamwork and coordination of care
3. Components of care
4. Use of triggers to recognise patients
approaching the end of life
5. Response to concerns
Organisational prerequisites
6. Leadership and governance
7. Education and training
8. Supervision and support for
interdisciplinary team members
9. Evaluation, audit and feedback
10. Systems to support high-quality care

PCC4U Implementation Guide I Learning Resource I 2020 61

Thinking Points
1. Review the National Palliative Care
Standards 1–6 (pages 13–18). Reflect
on the specific strategies that you
would apply to meet these standards
when caring for people affected
by life-limiting illnesses.
2. Maintaining dignity is a core value
in palliative care. Within your scope
of practice, what are some strategies
that you would undertake to ensure
a person’s dignity is maintained?
3. The impact of asking, “What do I
need to know about you as a person
to give you the best care possible?”
can be helpful in planning a personcentred approach to care. Reflect on
when you may be able to include this
in your daily practice.

1.

Australian Government Department of Health. The National Palliative Care Strategy 2018. 2019 [cited 2019 June 26].

2.

Palliative Care Australia. What is Palliative Care? 2015 [cited 2019 January 23]; Available from:
https://palliativecare.org.au/what-is-palliative-care.

3.

Palliative Care Australia. National Palliative Care Standards. 2018; 5th Edition:[Available from:
http://palliativecare.org.au/standards].

4.

Australian Commission on Safety and Quality in Health Care, National Safety and Quality Health Service Standards.
2012: ACSQHC.

5.

Australian Commission on Safety and Quality in Health care, National Consensus Statement: essential elements
for safe and high-quality end-of-life care. 2015, ACSQHC: Sydney.
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Palliative Care Australia. Palliative Care Service Development Guidelines. 2018; Available from:
http://palliativecare.org.au/quality.
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 ctivity 14: EvidenceA
based palliative care
Achieving quality palliative care
requires access to and use of current
evidence. The randomised controlled
trial is usually seen as the gold standard
for obtaining evidence about any
intervention. However, there are many
types and sources of evidence that can
inform clinical decision-making. When
determining a plan of care, there must
be a clear understanding of the person’s
wishes and preferences and the best
available evidence on treatment options.
CareSearch Palliative Care Knowledge
Network is an online resource
consolidating evidence-based and quality
information for various groups (medical,
nursing, allied health and consumers)
within the palliative care community. [1]

1.

Expert opinion
The importance of evidence
in palliative care
Professor David Currow discusses the
importance of applying evidence to
palliative care and the CareSearch
website.

Thinking Points
1. Visit the CareSearch website, select
a topic of interest and review the
strongest evidence available via the
PubMed search. Describe how this
resource can benefit your practice.

CareSearch. Finding Evidence. 2018; Available from: https://www.caresearch.com.au/caresearch/tabid/62/
Default.aspx.
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Module 1

Section 4: Reflections on what you have learnt
It is essential for all health care professionals to develop the capacity for reflection
and self-evaluation of their professional and personal experiences and consider how
this impacts themselves and others.
Consider the module you have just completed – Principles of Palliative Care and
reflect upon the following questions to assist with your ongoing development:
1. What key points have you learnt from the activities in this module that will help
you in providing care for people with life-limiting illnesses and their families?
2. What specific strategies do you plan to incorporate as a graduate healthcare
professional?
3. Do you see any difficulties using what you’ve learnt here as part of your practice
as a healthcare professional? If so, what strategies can you use to address these
difficulties?
CONGRATULATIONS. You have now completed Module 1 of PCC4U, you should
now be able to:
n

Analyse the impact that historical trends have on community perceptions about
dying, death and bereavement in contemporary society

n

Recognise how your personal values and beliefs about dying and death affect
your responses and interactions with people with life-limiting illnesses and their
families

n

Describe the core principles of palliative care

n

Explore factors which inform decisions about who would benefit from palliative
care and when palliative care is needed.
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Transcript Module 1
Principles of palliative care

William’s story
 illiam’s story –
W
Introduction
1 min 32 sec
I’ve always thought I had good genes;
both my mum and dad lived until they
were well in their nineties so I thought –
good outside chance I might live until
a ripe old age too. That is until recently,
I discovered that when I went to the toilet
there was blood on the paper and in the
bowl, now he wants me to go and have
a colonoscopy, he wants to look up inside
the bowel. It’s a bit of a worry; you know
you don’t even think about dying until
somebody sends you off for a test like this
one. Then you’re convinced you’re going
to have cancer. You’re not going to be
able to do all the things that you want
to do with your life.
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 illiam’s story –
W
one year later
2 min 50 sec
Doctor: Bill you know from your visit to
Dr. Maxwell that they’ve found the cancer
has come back in your liver.
William: Yeh, yeh he said that.
Doctor: What did Dr. Maxwell tell you
about what happens from here on in?
William: *Sigh* Well, he told me that the
treatment hadn’t worked, um and the
chemotherapy wouldn’t help me anyway.
He just couldn’t tell me how long I had
left. I asked him, he said, he said a few
months.
Doctor: Yes
William: *Sigh* So what do I do now,
do I just wait around for something to
happen. I have so many questions; I mean
‘How much pain will I be in? ‘Do I have to
go into hospital?’ It’s too much to think
about.
Doctor: Well Dr. Maxwell has sent me the
report and I’ve had a look at the scans.
It’s quite understandable that you have a
lot of questions and a lot of concerns at
this time. And It’s also important to know
that even though the chemotherapy is not
going to help you very much at this point,
there are a lot of other things that can be
done; and I’ll be working with a group of
skilled health professionals to make sure
that things are as good as possible for as
long as possible. Would you like me to
go through some of the options that are
available to you at this time?
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William’s wife: Yeh that’ll be good.
William: Yeh we’d appreciate that.
Doctor: Yeh, well the most important
thing is that everyone is an individual
but there are some things that can be
predicted, some physical and emotional
health problems that can arise and it’s
important for us to keep a very close eye
on you to identify those problems early
and try to prevent them if we can, but also
to try to treat them as early as possible.
Bill, is there anything in particular that’s
worrying you at this time?
William: Well it’s hard really, I don’t know.
I’m worried about Gladys, how she’ll
cope, and how we’ll manage once we get
home and I get too sick.
Doctor: Well most people want to be as
independent and active as possible for as
long as possible.
We can engage specialists in medicine,
palliative medicine, and palliative nursing,
to be able to help you and monitor your
progress, they can also identify things
and treat them as early as possible. With
that support it is possible for most people
to stay at home and be active for quite a
long time.
William’s wife: Okay
William: Well that’s better than I thought
William’s wife: Yeh, yeh
William: They’ll book you straight into a
hospital or something, that’s good.

 illiam’s Story –
W
William’s illness
progresses
2 min 29 sec
Nurse: So can you just tell me how things
have been going for you both since I last
saw you.
William: Yeh, not too bad Linda, my
appetite’s still lousy and I’m in a bit of
pain, but you were right those tablets
do take the edge right off it, but I don’t
wanna take that liquid morphine anymore,
it makes me too drowsy.
Nurse: Okay so you’ve got some
problems with your appetite and some
problems with your pain.
The GP, has he been contacting you
regularly?
William: Yeh, well I sometimes feel the
need to move my medications around a
bit, so I just call up the office and make an
appointment. The girls are great; they just
always seem to be able to fit me in.
Nurse: Do they keep contact?
William: Yeh, there was that social worker
that came by last week, she showed us
the legal documents to fill in when I get
to the point where I can no longer make
decisions for myself.

Nurse: Now, I wanted to talk a bit more
about your pain and appetite problems,
but is there any other sorts of things that
you want to talk to me about today?
William: Sighs. Yeh, well look um, I’m
unsure as to whether I should go into the
hospice or the hospital, when the time
comes, when I can no longer be managed
from here. Hospital is closer, but everyone
says the hospice is great and all the
specialists are there on tap. So I just don’t
know what to do.
Nurse: Have you and Gladys discussed it
together?
William: Yeh, look I want to stay at home
of course, but the kids have all got their
own families and they mostly got work full
time, none of them live nearby anyway. So
I think when the time comes I should be
looked after elsewhere.
Nurse: Well there are a few things we can
do. One thing we can do is to increase
your services here at home, to you know
try and help you stay at home here, but
you know if something comes up out
of left field, where you’re having some
problems, you can go into the hospital or
into the palliative care unit and hopefully
get that sorted out and then possibly
come back home again.
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Module 2

Communicating with people affected
by life-limiting illness

Providing support for people affected by life-limiting illness (including patients and their families /
carers) requires an understanding of the meaning of their illness and its effects on all involved. Open
conversations about the illness, associated symptoms, goals of care and clinical management can
provide considerable relief to people affected by life-limiting illness. [1, 2] During these conversations,
health professionals must acknowledge personal concerns and sources of distress and respond to these
effectively. Talking about dying and death is a necessary part of this care. [2, 3] These conversations can be
difficult for everyone involved. [1] Using communication frameworks can help to reduce the stress associated
with these difficult conversations and can assist with providing clear and effective communication. [1, 2]
Overview
Module 2: Communicating with people affected by life-limiting illness will help you develop your
communication skills with people in this area.
Aims and objectives
After completing this module, you should be able to:
n

Identify sources of psychological, social and spiritual support for people affected by life-limiting illness

n

Recognise how your personal values and beliefs about dying and death affect your responses and
interactions with people affected by life-limiting illness

n

Identify resources that can support your communication with a person affected by a life-limiting illness

n

Demonstrate the principles of effective communication when interacting with people affected
by life-limiting illness

n

Explore the role of self-care for healthcare professionals who are supporting people affected
by life-limiting illness.
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Module 2

Communicating with people affected by life-limiting illness
SECTION

ACTIVITY

VIDEO

1

The experience of being diagnosed with
a life-limiting illness

1. The challenges faced
2. Michelle’s story

1 min 28 sec

Supportive communication

3. Providing supportive communication
in palliative care
4. Communication principles
5. The need for effective communication
6. Communicating among health professionals
and between services
7. Introducing specialist palliative care

3 min 04 sec

2

2 min 35 sec
3 min 50 sec

3

Communicating with children

8. How to communicate with children

4 min 20 sec

4

Providing person-centred support

9. Understanding sources of distress
10. Responding to loss

5 min 21 sec

5

The spiritual dimension of care

11. Understanding spiritual needs
12. Spiritual conversations

5 min 16 sec

6

Support for people at the end stages of life

13. End-of-life concerns
14. Preparing for Michelle’s death

7

Self-care for healthcare professionals

8

Reflections on what you have learnt

4 min 24 sec

15. Impact of caring
16. Adopting self-care strategies
17. Reflective practice

1.

Marcus, J.D. and F.E. Mott, Difficult Conversations: From Diagnosis to Death. The Ochsner Journal, 2014. 14(4): p. 712-717.

2.

Therapeutic Guidelines Ltd. Communicating with the patient in palliative care. Palliative Care 2016 [cited 2018 4 July]; eTG July 2017
edition:[Available from: https://tgldcdp.tg.org.au/viewTopic?topicfile=communicating-with-palliative-care-patient&guidelineName=Palliative%20
Care#toc_d1e47.

3.

CareSearch. Communication. 2018 [cited 2018 12/07/2018]; Available from: https://www.caresearch.com.au/caresearch/tabid/3392/Default.aspx.
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Module 2

Section 1: The experience of being diagnosed
with a life-limiting illness
In this section you will:
n Learn about psychological and existential challenges faced by people affected
by life-limiting illness
Explore how different people cope with these challenges.

n

Activity 1: The challenges faced
The challenges faced by people affected
by life-limiting illness can be substantial
and overwhelming. The person’s ability
to cope is often dependent on the
information and communication that
they receive from primary healthcare
providers. [1, 2]

n

A sense of unfairness

n

Feelings of loss of worth

n

Depression

n

Loss of the sense of dignity

n

Fears of being a burden
or a dependent

Once a diagnosis – or even the prospect
of a diagnosis – of a life-limiting illness is
made, the person can experience a range
of physical, psychological, social and
spiritual challenges. [3-6] These challenges
can arise from many unique and personal
sources, including: [4, 7-12]

n

Concerns about appearance
and body image.

n

Fear of dying and death

n

Pain and the fear of pain

n

Uncertainty about the future

n

Loss of meaning and purpose

n

Loss of spiritual direction or beliefs

n

Challenges to beliefs

n

Feelings of isolation or loneliness

n

Changing relationships and roles

n

Fears of suffering

n

Feelings of loss of control

Personal responses to living with
a life-limiting illness
Personal responses to living with
a life-limiting illness can vary: [3-8, 13]
n

People can find peace, purpose and
contentment with life

n

Relationships with family and friends
can get stronger

n

Negative emotions can be prominent
– leading to sadness, withdrawal,
depression and anger

n

People can feel helpless, hopeless, a
sense of guilt and/or a loss of dignity,
resulting in existential distress.
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Activity 1: The challenges
faced continued
Existential distress is the worry and
concern related to confronting personal
mortality. The person is faced with issues
around the meaning of life, isolation
or a threat to their sense of personal
worth. [6, 14] People can also experience
existential distress if they feel that their
personal beliefs are being challenged or
they have feelings of loss. [14, 15]

Thinking Points
1. Consider a person you have cared for
who has been diagnosed with a lifelimiting illness. What were the main
sources of distress for this person
and how did you know that they had
these concerns?
2. What are some of the reasons that
people respond differently when
diagnosed with a life-limiting illness?

1.

Moir, C., et al., Communicating with patients and their families about palliative and end-of-life care: comfort and
educational needs of nurses. International journal of palliative nursing, 2015. 21(3): p. 109-112.

2.

Collier, A., Communicating about end-of-life care. Communicating Quality and Safety in Health Care, 2015: p. 93.

3.

World Health Organization. Definition of Palliative Care. 2017 [cited 2017 March 13]; Available from: http://www.who.
int/cancer/palliative/definition/en/.

4.

Robb, S.L. and D. Hanson-Abromeit, A review of supportive care interventions to manage distress in young children
with cancer and parents. Cancer Nurs, 2014. 37(4): p. E1-26.

5.

Rome, R.B., et al., The Role of Palliative Care at the End of Life. The Ochsner Journal, 2011. 11(4): p. 348-352.
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Activity 2: Michelle’s story
Michelle is a 38-year-old woman
who lives with her partner, Pete.
They have two children aged 9 and 12.
Michelle was diagnosed two years ago
with triple negative breast cancer,
a particularly difficult cancer to treat
as it is negative for oestrogen receptors,
progesterone receptors and HER2.
She had initial treatment but has recently
been experiencing a nagging cough
and slight breathlessness.

Thinking Points
1. What are some of the fears
and concerns that Michelle is
experiencing at this time?
2. What are your immediate personal
reactions to Michelle’s situation?
Consider why you might be reacting
in this way?

Michelle goes to her GP to explore her
concerns.

 ichelle’s story –
M
Introduction
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Module 2

Section 2: Supportive communication
In this section you will:
n

Develop your supportive communication skills

n

Learn how to identify the concerns of people affected by life-limiting illness

n

Learn how to determine the best ways to respond to the needs and concerns
of people affected by life-limiting illness.

Activity 3: Providing supportive communication
in palliative care
People affected by life-limiting illness
often need help and support in order
to overcome the challenges they face
from their illness and to manage their
expectations. Most people want specific,
honest information about their prognosis,
symptom management and treatment
options. This will aid them with making
decisions, establishing realistic goals of
care and planning for their remaining
time. [1, 2]
Providing support to people affected
by life-limiting illness requires health
professionals to use communication
skills that assist with understanding the
meaning of the illness and its effects
on the person. [3, 4] Talking about dying
and death, communicating distressing
news and prognostic information, are
a necessary part of this care. [1, 5–7] Early
and ongoing conversations that include
careful questioning and active listening
can help health professionals explore and
understand the wishes and expectations
of the person and their family/carers:
n

n

The person’s concerns and any sources
of distress can be identified and
appropriate management plans can
be developed in partnership with the
person and healthcare providers. [3, 4]

This support commences from initial
diagnosis and continues throughout the
person’s illness. [3, 4]
Case study
Consider the concept of supportive
communication in relation to Michelle,
who was introduced earlier in this module.
Michelle’s CT scan shows that her cough
is caused by the spread of the cancer to
her lungs.
She also has evidence of metastases in
her liver. She attends an appointment
with Dr Meredith North, her medical
oncologist. Meredith explains the
significance of these results and what they
mean for Michelle’s prognosis and further
treatment.

Expectations can be better managed,
even if they are unrealistic, if health
professionals know what they are early
on in the process [7]
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 ichelle’s story –
M
Receiving distressing
news

Thinking Points
1. What are the main sources of distress
for Michelle and Pete at this time?
2. How aware of her symptoms and
possible diagnosis does Michelle
appear to be?
3. What specific communication
strategies did Meredith use
to provide the news to Michelle
and Pete about the progression
of her illness?
4. What additional communication
strategies could the oncologist
use to improve this interaction?
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Therapeutic Guidelines Ltd, Communicating with the patient in palliative care. 2019: Melbourne.

2.

Virdun, C., et al., Dying in the hospital setting: A meta-synthesis identifying the elements of end-of-life care that
patients and their families describe as being important. Palliat Med, 2017. 31(7): p. 587-601.

3.

Palliative Care Australia. National Palliative Care Standards. 2018; 5th Edition: [Available from: http://palliativecare.
org.au/standards].
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Ciałkowska-Rysz, A. and T. Dzierżanowski, Personal fear of death affects the proper process of breaking bad news.
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Activity 4: Communication principles
Effective and efficient communication
is crucial for providing care and support
to people affected by life-limiting
illness. [1, 2] However, some people are
not accustomed to discussing personal
psychological issues and can find these
conversations difficult. There are some
general communication strategies

that help facilitate discussion about
existential and psychological concerns,
and demonstrate respect for the person’s
individuality.
The PREPARED communication framework
outlines key strategies that can be used
when communicating with a person with a
life-limiting illness, their family and carers.

The PREPARED communication framework
P

Prepare for the discussion, where possible

R

Relate to the person

E

Elicit preferences from the person and their caregiver/s

P

Provide information tailored to the needs of both the person with a life-limiting
illness and their families and carers

A

Acknowledge emotions and concerns

R

(foster) Realistic hope (eg, peaceful death, support)

E

Encourage questions and further discussions

D

Document

Source: Clayton, J., Hancock, K., Butow, P., Tattersall, M. & Currow, D. (2007). Clinical practice guidelines for
communicating prognosis and end-of-life issues with adults in the advanced stages of a life-limiting illness, and
their caregivers. MJA, 186 (12), S77-S108. Retrieved September 15, 2010, from http://www.mja.com.au/public/
issues/186_12_180607/cla11246_fm.html. [3]
Reproduced with permission.

continued over page
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The PREPARED communication framework in clinical practice
P

R

E

Prepare for the discussion:
n

Ensure facts about the person’s clinical circumstances are correct

n

Ensure privacy and uninterrupted time for the discussion

n

Mentally prepare for the conversation

n

Negotiate who should be present during the discussion eg, “Is there anyone else
you would like to be here with you while we talk?”

Relate to the person:
n

Develop a rapport

n

Show empathy, care and compassion during the entire conversation eg, “This has
been a tough time for you and your family...”

n

Broach the topic in a culturally appropriate and sensitive manner

n

Make eye contact (if culturally appropriate)

n

Sit close to the person (if culturally appropriate)

n

Use culturally appropriate body language

n

Allow silence and time for them to express feelings.

Elicit personal preferences:
n

Identify the reason for this conversation and establish the person’s expectations

n

Clarify their understanding of the situation and establish how much detail they
want to know eg, “Some people like to know everything that is going on with them
and what may happen in the future, others prefer not to know too many details.
What do you prefer?”

n

Consider cultural and contextual factors that can influence information
preferences.

P

Provide information that is tailored to the personal needs of all parties
n

Offer to discuss what to expect, in a sensitive manner, giving the person the option
not to discuss it

n

Provide information in small chunks at the person’s pace

n

Use clear, jargon-free, understandable language

n

Engage in active listening ie, attend to the person completely, reflecting and
repeating back what you think they have said eg, “If I’ve heard you right, you seem
to be saying...”

n

Explain the uncertainty, limitations and unreliability of prognostic and end-of-life
information – “I know that people often expect healthcare professionals to know
what is going to happen, but in truth we can usually only take educated guesses
and can often be quite wrong about what the future holds, and especially how long
it is. What we can be sure about is ... and what we don’t know for sure is ...”

n

Avoid being too exact with time frames unless in the last few days

n

Consider the caregiver’s distinct information needs, which can require a separate
meeting (providing consent is given by the person with a life-limiting illness, if
mentally competent)

n

Ensure consistency of information and approach

n

Use the words ‘death’ and ‘dying’ where appropriate.
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A

R

E

D

Acknowledge emotions and concerns
n

Explore and acknowledge fears, concerns and emotional reaction eg, “What
worries you most about…?” or “What is your biggest concern at the moment?”

n

Be willing to initiate and engage in conversations about what can happen in the
future and during the dying process eg, “Do you have any questions or other
concerns?”

n

Respond to distress where applicable.

Realistic hope
n

Be honest without being blunt or giving more detailed information than desired

n

Do not provide misleading or false information that artificially influences hope

n

Reassure the person that support, treatment and resources are available to control
pain and other symptoms but avoid premature reassurance

n

Explore and facilitate realistic goals, wishes and ways of coping on a day-to-day
basis, where appropriate.

n

“I (or our team or whoever applicable) will do whatever (I/we) can to assist you in
whatever lies ahead for you.”

Encourage questions
n

Encourage questions and information clarification

n

Be prepared to repeat explanations

n

Check understanding of what has been discussed and whether the information
provided meets personal needs eg, “We’ve spoken about an awful lot just now. It
might be useful to summarise what we’ve said ... Is there anything from what I’ve
said that you don’t understand or want me to go over again?”

n

Leave the door open for topics to be discussed again in the future

Document
n

Write a summary in the medical record of what has been discussed

n

Speak or write to other key healthcare providers involved in the person’s care.

Source: Clayton, J., Hancock, K., Butow, P., Tattersall, M. & Currow, D. (2007). Clinical practice
guidelines for communicating prognosis and end-of-life issues with adults in the advanced stages
of a life-limiting illness, and their caregivers. MJA, 186 (12), S77-S108. Retrieved September 15, 2010,
from http://www.mja.com.au/public/ issues/186_12_180607/cla11246_fm.html.[3]
Reproduced with permission.
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Activity 4: Communication principles continued
The SPIKES communication framework

3. Providing support

The SPIKES Protocol was developed
to assist healthcare professionals
with breaking bad news. Effective
communication when dealing with bad
news can enhance the understanding of
prognosis and treatment options, and the
person’s adjustment to their situation. [2]

4. Eliciting the person’s collaboration
in developing a strategy or treatment
plan.

The SPIKES steps can complement the
PREPARED framework by assisting with
the four most important objectives of
breaking bad news:
1. Gathering information

Although some of the steps of SPIKES
are similar to the steps in PREPARED,
SPIKES concentrates on delivering bad
news (such as the initial diagnosis), while
PREPARED focuses on the holistic support
of the person and their family throughout
their illness and can be used to frame
discussions in a range of palliative
contexts.[4–7]

2. Transmitting information

The SPIKES communication framework
S

Setting up the conversation

P

Assessing the person’s perception

I

Obtaining the person’s invitation

K

Providing knowledge and information to the person

E

Addressing the person’s emotions with empathic responses

S

Strategy and Summary
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The SPIKES communication framework in clinical practice
S

SETTING UP the conversation
n

Choose a setting with privacy and without interruptions, ensuring that you have:
n

A private space

n

Turned phones to silent

n

Turned pagers off

n

Allowed sufficient time for the conversation

n

Help the person to understand what they are hearing by confirming and explaining
medical facts

n

Check the accuracy of all available information – including test results and that you
have the right person

n

Plan what you will say

n

Decide on general terminology to be used

n

Consider your own emotional reaction to providing the distressing news

n

Find out in advance if the person wants anyone else to be present.

n

Find out if the person requires a professional interpreter to be present and, if
so, arrange for this ahead of time. Using family or friends as interpreters is not
recommended for conversations about health matters.

The more reassured you feel about the setting the more at ease, available and
helpful, you will appear to the person.
P

Assessing the Person’s PERCEPTION
n

n

Find out how much the person knows already – in particular, how serious they think
the illness is and how much it will affect the future. This helps you gauge how close
to the medical reality their understanding is – or if they are in denial
n

“What do you understand about your illness?”

n

“What have you been told you so far?”

Look for emotional cues and body language. Verbal and non-verbal cues can
indicate possible anxiety levels and comprehension about the information you
have provided:
n

“Where do you think you are up to in regard to your health?”

n

”What is your understanding of the situation and its potential outcomes?”

This information helps you to decide on the pacing and content of the
conversation.
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I

Obtaining the Person’s INVITATION
n

n
n

n
n

K

Find out what the person wants to know – you must be committed to honesty and
respecting their wishes if they do not want to be informed. Pacing and phrasing of
questions are geared to this goal
n

“Would it be okay to talk about this now?”

n

“How much would you like to know?”

Find out what they already know
Explore how much detail they would like
n

“Do you like the big picture or the details?”

n

“If this turns out to be something serious are you the kind of person who likes
to know exactly what’s going on”

n

“Would you like me to tell you the details of the diagnosis?”

Consider any cultural variations that are required
Give the person control over hearing the news:
n

Allow the person to voluntarily decline to receive information

n

Allow the person to designate someone to communicate on their behalf.

Providing KNOWLEDGE and Information to the Person
n

Decide on the objectives for the conversation

n

Consider what the person knows and needs to know in order to work with you in
managing their illness, including:

n

n

Diagnosis

n

Treatment Plan

n

Prognosis

n

Support

Give the person a warning:
n

“It’s not what we hoped for I’m afraid . . .”

n

“I have something serious to discuss with you”

n

“Well, the situation does appear to be more serious than that”

n

Provide information in small chunks

n

Be clear and direct

n

Use plain language

n

Avoid jargon, complex medical terminology and acronyms

n

Check understanding often and clarify where required
n

“Am I making sense?”

n

“This might be a bit confusing; do you roughly follow what I’m saying?”

n

Repeat important points (people who are upset or shocked don’t hear or
remember well)

n

Use diagrams, written messages and pamphlets as an aid

n

Respond to concerns and questions.
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E

Addressing the person’s EMOTIONS with empathic responses
n
n

n

Observe the person and give them time to react and comprehend the news
Acknowledge any emotional response without criticism or blame:
n

“I can see that this is making you angry”

n

“I can see that this is really upsetting for you”

n

“I can see that you are really worried about . . .”

Ask the person what they are thinking or feeling:
n

S

“What are your fears and what are your hopes?”

n

Listen and explore if you are unclear about what they are expressing

n

Respond empathically

n

Resist the temptation to make the distressing news better than it is

n

Allow time for silence.

Strategy and Summary
n

Demonstrate a genuine understanding of the person’s concerns:
n

“How are you going to tell your spouse? Would you like me to help?”

n

“What are your concerns? Do you want to talk about them?”

n

Distinguish the fixable from the unfixable

n

Make a plan or strategy and explain it by providing information on tests, treatment
options, referrals and other aspects of care

n

Prepare for the worst and hope for the best:
n

“Let’s plan for the worst but hope for the best”

n

Identify coping strategies for the person and suggest other sources of support that
they can access (this includes referral to other services)

n

Explain what happens next

n

Schedule a follow up appointment so that they have the opportunity for further
questions.

It is important to note that these frameworks are guides only and not
prescriptive checklists for having a conversation with a person affected
by a life-limiting illness. Use the steps in the frameworks to guide your
interactions and to assist you in planning and preparing for difficult
conversations.
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Thinking Points
1. Consider your experience*
of discussing existential and
psychological concerns with people.
n

What aspects of communication
are you most comfortable with in
this area?

n

What aspects of communication
do you find challenging?

n

What are some key learnings you
have made in leading or hearing
such conversations?

n

What might you change
or improve within future
conversations?

* If you have not experienced this
kind of difficult conversation, reflect
on a discussion you observed within
your student context or review the
case study video ‘Michelle’s story –
Receiving distressing news’. Select
one of the tools described in this
section (ie, PREPARED or SPIKES)
to guide your reflections on your
observations of these interactions.
2. Using the principles described in this
section, outline:
n

What communication strategies
you most commonly use

n

What additional strategies you
could implement.

1.

CareSearch. Communication. 2018 [cited 2018 12/07/2018]; Available from: https://www.caresearch.com.au/
caresearch/tabid/3392/Default.aspx.

2.

Therapeutic Guidelines Ltd, Communicating with the patient in palliative care. 2019: Melbourne.

3.

Clayton, J.M., et al., Clinical practice guidelines for communicating prognosis and end-of-life issues with adults
in the advanced stages of a life-limiting illness, and their caregivers. Medical Journal of Australia, 2007. 186.

4.

Kaplan, M., SPIKES: a framework for breaking bad news to patients with cancer. Clin J Oncol Nurs, 2010. 14(4):
p. 514-6.

5.

Rosenzweig, M.Q., Breaking bad news: a guide for effective and empathetic communication. The Nurse practitioner,
2012. 37(2): p. 1-4.

6.

Monden, K.R., L. Gentry, and T.R. Cox, Delivering bad news to patients. Proceedings (Baylor University.
Medical Center), 2016. 29(1): p. 101-102.

7.

Ferreira da Silveira, F.J., C.C. Botelho, and C.C. Valadão, Breaking bad news: doctors skills in communicating
with patients. Sao Paulo Medical Journal, 2017. 135: p. 323-331.
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Activity 5: The need for effective communication
The following expert opinions highlight the need for effective communication when
discussing palliative care and end-of-life issues with people affected by life-limiting illness.

Dr Geoff Mitchell

Melissa Heywood

Geoff Mitchell is Professor of General
Practice and Palliative Care at the
University of Queensland Faculty
of Medicine, and head of the MBBS
Program. Professor Mitchell’s main
research interest’s include the role of
General Practitioners in palliative care.
He was involved in the development of
a Hospice and a regional palliative care
network in Ipswich, Queensland, and was
the inaugural Director of the Centre for
Palliative Care Research and Education.
In 2008, he authored a book entitled
“Palliative care: a patient centered
method”. He has co-authored clinical
handbooks of Palliative Care entitled
“The Blue Book of Palliative Care”, and
“Therapeutics Guidelines: Palliative care”,
and a national report into the palliative
care education and support needs of GPs
in palliative care.

Melissa Heywood is a Clinical Nurse
Consultant and Simulation Educator
in the Victorian Paediatric Palliative
Care Program at The Royal Children’s
Hospital (Melbourne). Melissa has spoken
extensively on communication principles
and embedding them into practice
through the use of simulation. Melissa
is an integral member of the academic
and teaching team for the Graduate
Certificate in Palliative Care.

Expert
opinion

General Practitioner –
communication
in palliative care

 xpert opinion
E
Difficult conversations:
Communication in
pediatric palliative care
Thinking Points
1. Watch the expert opinion videos
and describe two key strategies
for holding difficult conversations
with a person affected by a lifelimiting illness. How well do the
clinician suggestions match the
communication strategies identified
in this section?
2. Compare and contrast the PREPARED
and SPIKES communication
frameworks and discuss where, when
and how you could use each of the
frameworks.
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Activity 6: Communicating among health professionals
and between services
As a person’s illness progresses, care
may be delivered by multiple providers,
services and specialist care teams.
Understanding the values, goals and
preferences of the person, their family
and carers – and communicating these
effectively during transitions within and
between care settings – will help to
support the delivery of effective, personcentred, coordinated care. [1-3]
A key factor influencing the type of
service to provide people with life-limiting
illnesses is the intensity of their needs and
preferences. [1, 4–6] People affected by lifelimiting illness can experience a variety
of needs that can vary in complexity and
severity during the illness trajectory. This
includes: [1, 6–10]
n

Management of physical symptoms
including pain, weakness, fatigue and
dyspnoea

n

Management of psychological
symptoms

n

Need for social support

n

Culturally specific needs related to
language problems and information
disclosure preferences

n

Need for information about treatment,
diagnosis or prognosis

n

Spiritual and existential concerns
including hope, loss of meaning and
uncertainty

n

Financial concerns including loss of
income and medical costs
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n

Legal concerns including preferences
for end-of-life care and advance care
directives.

A range of services and health
professionals are required to meet each of
these needs. Communication within and
between services and individuals plays an
important role in coordinating this care.
Verbal communication between care
providers should be supported by written
information to ensure seamless care and
to avoid the provision of care that does
not align with the person’s preferences. [1]
Case study
Michelle requires care from multiple care
providers.
Her bone scan identifies that she also has
metastatic deposits on her spine which
causes her back pain. Following these
results Michelle’s medical oncologist
referred her to the radiation oncologist
and a plan for palliative radiation therapy
has been put into place.
Michelle attends her planning
appointment at the radiation therapy
department. She sees Jeremy Peters, the
radiation therapist, who responds to her
questions about palliative radiotherapy.
He orientates her to the radiation therapy
department and the different types of
equipment used in the planning process
and the delivery of radiation therapy.

 ichelle’s story –
M
understanding palliative
treatment

Thinking Points
1. What are the main sources of distress
for Michelle at this time?
2. What specific communication
strategies did Jeremy use to help
Michelle understand her treatment?
3. What additional communication
strategies could Jeremy use to
improve this interaction?
4. What communication strategies
should Jeremy use to achieve
coordinated care?

1.

Palliative Care Australia. National Palliative Care Standards. 2018; 5th Edition:[Available from:
http://palliativecare.org.au/standards].

2.

Palliative Care Australia. What is Palliative Care? 2015 [cited 2019 January 23]; Available from:
https://palliativecare.org.au/what-is-palliative-care.

3.

Therapeutic Guidelines Ltd, Overview of Palliative Care. 2018: Melbourne.

4.

Palliative Care Australia. Palliative Care Service Development Guidelines. 2018; Available from:
http://palliativecare.org.au/quality.

5.

Palliative Care Australia. Identifying Palliative Care Needs. 2017 [cited 2018 22/6/2018]; Available from:
https://www.caresearch.com.au/caresearch/tabid/1507/Default.aspx.

6.

Palliative Care Outcomes Collaboration. PCOC Clinical Manual 2018 [cited 2019 31 January]; Available from:
https://ahsri.uow.edu.au/content/groups/public/@web/@chsd/@pcoc/documents/doc/uow129133.pdf.
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Mitchell, G.K., Palliative care in australia. The Ochsner journal, 2011. 11(4): p. 334-337.
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Murray, S.A., et al., Palliative care from diagnosis to death. BMJ, 2017. 356.

9.

Lloyd, A., et al., Physical, social, psychological and existential trajectories of loss and adaptation towards
the end of life for older people living with frailty: a serial interview study. BMC Geriatrics, 2016. 16(1): p. 176.

10. Palliative Care Outcomes Collaboration. PCOC Assessment Tools. 2019 [cited 2019 Febraury 2];
Available from: http://www.pcoc.org.au/.
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Activity 7: Introducing specialist palliative care
As people progress along their illness
trajectory they can require input from
specialist palliative care services.
Specialist palliative care services work
directly with people affected by lifelimiting illness and in partnership with
other care providers to coordinate and
deliver care. [1]
Triggers for referral to specialist palliative
care include: [2-6]
n

It would not be a surprise if the person
died within the next 12 months or
during this admission [7, 8]

Guidelines presented in the PREPARED
framework provide useful principles to
facilitate communication about palliative
care. Additional recommendations to
prepare people during this transitional
time include: [9–15]
n

Providing a private environment, with
adequate time for a full discussion

n

Delivering information openly and
honestly about changes in illness,
treatment efficacy and, where
requested, prognosis

n

Eliciting the person’s concerns and
goals before discussing specific clinical
decisions

n

Recurrent presentations to hospital

n

Progressive illness despite life
prolonging therapy

n

Low probability of success from
available therapeutic options

Providing reassurance, where possible,
when concerns have been discussed

n

Introducing palliative care workers
early

n

Incorporating all health professionals
involved in the person’s care as a team

n

Exploring the person’s understanding
of palliative care

n

n

Withdrawal, or consideration of
withdrawal, of prolonging treatment
(eg, hemodialysis, ventilation)

n

Concern about end-of-life issues

n

Recent marked decline in physical
function

n

Care needs exceed health professional
scope and carer capacity.

Emphasising the role of palliative care
throughout the illness

n

Explicitly stating that optimal care will
continue and that the person will not
be abandoned

n

Asking open questions, including:

n

Specialist palliative care teams provide
advice, support and interventions to
manage complex and persistent needs
including: [3, 9]
n

Symptoms

n

Psychological concerns

n

Social and or spiritual distress

n

Ethical dilemmas

n

Family issues.
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n

“What concerns you most about
your illness?”

n

“What has been most difficult
about this illness for you?”

n

“What are your hopes and
expectations and fears about the
future?”

Activity 7: Introducing
specialist palliative care
continued
n

“As you consider the future, what
is most important to you?”

n

“Is faith (religion, spirituality)
important to you in this illness?”

n

“Would you like to explore religious
matters with someone?”

 ichelle’s story –
M
Michelle’s illness
progresses

(adapted from Table 1. Clinical practice guidelines
for the psychosocial care of adults with cancer.)

Case study
Consider these points in relation
to Michelle.
Michelle attends a follow-up appointment
with Dr Meredith North, her medical
oncologist. She has completed her
radiotherapy and has commenced
palliative chemotherapy. She is exhausted
and looks unwell.
She is symptomatic with breathlessness
and expresses her concern about this.
Meredith assesses her breathlessness
and develops a management plan
with Michelle and Pete. As part of this
plan, she introduces the concept
of palliative care.

Thinking Points
1. What are the main sources of distress
for Michelle and Pete at this time?
2. What specific communication
strategies did Meredith use to:
n

Respond to Michelle’s distress?

n

Introduce the concept of palliative
care?

3. What additional communication
strategies could the oncologist use
to improve this interaction?
4. Access the CareSearch factsheet
Introducing specialist palliative care
services. [3]
n

Review the examples of useful
phrases and consider how you can
use them in your role.

n

Are there other phrases you
have found helpful when
communicating about palliative
care?
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Module 2

Section 3: Communicating with children

In this section you will:
n

Examine how to respond effectively to parents with specific concerns about the
effect of a life-limiting illness on their children

n

Consider communication techniques for children affected by life-limiting illness.

Activity 8: How to communicate with children
Providing support to children

Age appropriate communication

Parents diagnosed with life-limiting
illnesses require support to communicate
age-appropriate information with their
children. Common concerns include: [1-5]

Children require communication
strategies appropriate to their level
of understanding and readiness.

n

The impact of the illness on the child’s
routine

n

Emotional wellbeing

n

Understanding of the parent’s illness.

It is recommended that you employ
age-appropriate communication with
children. [7, 8]

Often a parent’s biggest worry is what
to say if the child asks if the parent is
dying. [3, 5] Helping parents feel prepared
to talk with children about their illness and
possible death at any stage of illness has
the potential to alleviate distress in both
parents and children. [3, 5, 6]
continued over page
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Age Appropriate Communication
Children up to 6 years
n

Younger children are egocentric

n

Reinforce that they are not being blamed for the illness

n

Help them to understand that their behaviour will have no
influence on the outcome

n

Reassure them that they will always be safe and cared for

n

Explore their understanding of the illness and/or death

n

Dispel guilt by correcting misconceptions and reassuring the
child that nothing they did caused the illness or death, including
their behaviour (eg, don’t tell them to ‘be good’ so that the
parent can be well)

n

n

Provide concrete descriptions of death:
n

their body does not work anymore

n

they can’t see, hear, or feel anything

n

their heart stopped pumping and they have stopped
breathing

Talking about initial diagnosis
I am sick with something called cancer.
I’m going to be visiting the doctor a
lot and taking medicine to get better.
Some days, Mrs Smith will bring you to
preschool instead of me.
Talking about the end of active
treatment
You probably remember that I
have tried several different kinds of
medicine to get better from cancer.
None of them have been able to keep
the cancer from getting worse. I just
found out from my doctors that there
aren’t any more medicines to even try
that could make my cancer better. Now
the medicine I take will be to make sure
I don’t have too many aches and pains.

Be patient in repeating that the deceased will not come back.

Children between 6–12 years
n

Children in this age group can be concerned that they won't
be accepted by their friends and peers and for some, being
different for any reason can be distressing

n

Children in this age group need:
n

Relevant information aimed specifically to their level of
understanding

n

To maintain relationships with their peers

n

To continue to participate in affirming activities including
sport, clubs or social activities

n

Ongoing opportunities to talk about comments from their
peers and how these comments make them feel.

n

Provide a simple explanation of the diagnosis and treatment
options

n

Dispel misconceptions regarding causes of illness or death, as
well as contagion

n

Provide clear and accurate information about causes of death

n

Help put guilt and other concerns in perspective by thinking
together about the entire relationship rather than only the
recent past.
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Talking about initial diagnosis
You might remember that I’ve had a
few doctors’ appointments in the past
couple of weeks, and that sometimes
you’ve gone to a friend’s house after
school since I haven’t been home.
The doctors have been trying to
understand why I have (whatever
symptom may have initiated the
process). They just told me that I have
something called (breast, colon, etc.)
cancer. I am feeling sad, and wish I
didn’t have it, but there are treatments
that my doctors expect will (cure,
contain) the cancer. I’m going to do
everything I can to get better. You will
probably have questions and feelings
about this and I want us to talk about
them together as they come up.
Talking about the end of active
treatment
Mum’s cancer had spread to so many
places in her body, and there just
weren’t any medicines that helped
anymore.

Children 12 years and up
n

Talking about a change in treatment

Adolescents are particularly vulnerable when a parent
is seriously ill and any background tension is likely to be
exacerbated

n

Acknowledge and discuss changed family roles

n

Maintain social relationships

n

Access specific and relevant information about dying and death

n

Facilitate opportunities to talk openly about the illness with their
parents

n

Provide information about the illness and treatment options

n

Dispel misconceptions regarding causes of illness or death, as
well as contagion

n

Provide clear and accurate information about causes of death

Remember that adolescents may seek information from other
sources, such as the internet. Encourage them to check the
accuracy of this information with their parents.

My doctors told me recently that the
medicine I’ve been taking/treatment
I’ve been getting isn’t working to
shrink the cancer. It turns out the
cancer has spread, or metastasized. I’m
upset about that because I had hoped
this treatment would really help. But,
my doctor has suggested a new kind
of medicine that I’m hopeful will work
better.
Talking about the end of active
treatment
You know I have tried quite a few
different treatments for cancer—
radiation, several chemotherapy
medicines, surgery, more
chemotherapy—and none of them
worked as well as we hoped. The
cancer has continued to spread (or
grow). My doctors just told me that we
have run out of treatments that might
even slow down the cancer. I will still
go see them, but the medicine they will
be giving me is just to make sure I am
comfortable and not in too much pain.
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Activity 8: How to communicate with children continued
Memory-making is also an important
activity for children at all ages. It also
helps the person dying to feel that they
are leaving a legacy. Examples of memory
making include:
n

Taking day trips or holidays

n

Keeping a lock of hair

n

Collating photographs, movies,
scrapbooks

n

Planting a tree or creating a garden

n

Creating a memory box to store some
of the dying persons special items
in (ie, jewellery)

n

Preparing letters/presents/video
messages for the child to open after
the person has died.

Across age groups, it is important
to maintain regular routines and
expectations to promote a sense of
security for children. Children can also
benefit from having family time that feels
‘normal’ and isn’t always focused on the
parent’s illness. Parents often need help
in recognising how reminders of illness
affect their child’s life and in learning how
to retain a sense of normality. [6, 9, 10]

Additional Resources
Further information and resources to
support communication with children
about cancer have been developed by
Cancer Council Australia. [11]
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Case study
Consider these points in relation
to Michelle and her family.
Michelle is receiving her palliative
chemotherapy in the day chemotherapy
unit. Dawn Matthews, the cancer nurse
coordinator, visits the unit to see how
Michelle and Pete are going. Michelle
and Pete raise concerns about telling
their children that Michelle’s illness is
deteriorating. Dawn works through
these concerns with them and suggests
strategies to help them address these
concerns.

 ichelle’s story –
M
Raising concerns

Thinking Points
1. Watch the video and answer the
following questions:
n

What are the main concerns that
Michelle and Pete have about
discussing Michelle’s prognosis
with their children?

n

What specific suggestions did
Dawn provide to assist Michelle
and Pete?

n

What communication strategies
did Dawn use to provide this
advice?

n

What additional strategies
could Dawn use to improve this
interaction?

2. What are the main issues for children
when a parent has a life-limiting
illness?
3. How will these concerns vary
depending on the child’s age?
4. How would you respond to a parent
who is concerned about the effect
of their illness on their child/ren?
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Module 2

Section 4: Providing person-centred support
In this section you will:
n

Expand on the general communication skills that help show support and identify
concerns

n

Review some specific sources of concern or distress and consider communication
strategies that can be helpful.

Activity 9: Understanding sources of distress
The Patient Dignity Question (PDQ) is a
simple, open-ended question that should
be considered when interacting with
people affected by life-limiting illness: [1]
“What do I need to know about you

as a person to give you the best care
possible?”

This question can be used to identify
issues and stressors that influence care
planning and treatment choices. [1, 2] The
intent of the question is to highlight
concerns that would not otherwise be
revealed and to identify these concerns
early in the process.

[1, 2]

People affected by life-limiting illness
face many losses which can make them
distressed and sad. [3–8] Providing people
with the chance to express how they feel
about their losses and concerns can often
help them cope with the physical and
psychosocial aspects of their illness. [4]

Helping people focus on what
is important to them and emphasising
what can be done, can also help them
to manage these aspects. [1]
A life-limiting illness affects not only
the person with the illness but also
their family and friends. [4] People with
life-limiting illnesses can also become
concerned about their appearance
and body-image and about changing
relationships with those close to them.
This includes sexual relationships.
Traditionally, in Western societies,
personal issues like spirituality, intimacy
and sexuality are not openly discussed.
These can be very important to people
nearing the end of their life. As a
healthcare professional, you need to let
people with life-limiting illnesses know
that you are prepared to talk with them
about any concerns they have about
these issues.
continued over page
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Activity 9: Understanding
sources of distress
continued
The Patient Dignity Inventory (PDI)
is an assessment tool that assists with
detecting end-of-life dignity-related
distress. [9–11] Tools like this can help
to identify the particular sources of a
person’s distress. [12] This assists caregivers
to initiate further conversations,
individualise supportive interventions
and make referrals for specific needs
– remembering that because good
end-of-life care occurs with a team of
professionals you don’t need to have
all the answers, however opening
the dialogue is important. [11, 12] The
questionnaire is designed to evaluate how
a person in your care is coping and helps
to identify sources of distress. [11]

Thinking Points
1. Review the Patient Dignity Inventory
and list the key sources of distress
that are assessed by this tool.
2. What other strategies can be used
to support a person who:
n

Expresses concerns about
how their illness has affected
relationships with people close
to them?

n

Feels the illness is affecting their
personal appearance and body
image?

3. What are the potential barriers that
can hinder discussions between
health professionals and a person
with a life-limiting illness about their
distress?
4. What specific open-ended questions
can assist with introducing:
n

Spirituality

n

Intimacy

n

Sexuality?

What other strategies can you use
to introduce these sensitive issues?
5. Within the scope of your role,
who within the healthcare team
could assist you in supporting the
person and their family/carers who
may describe distress related to
spirituality, intimacy or sexuality?
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Activity 10: Responding
to loss
It has been a few months since Michelle
was given the news that her cancer had
progressed. She has been receiving
palliative chemotherapy to help control
her illness but is finding that her personal
and social relationships are changing.
She has requested an appointment to
see Dawn Matthews, the Cancer Care
Coordinator, as she is feeling lethargic
and worried about how she is coping.
Dawn arranges for Michelle to see her
prior to her scheduled chemotherapy.

 ichelle’s Story –
M
Responding to losses
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Thinking Points
1. Review items within the Patient
Dignity Inventory to identify some
of Michelle’s sources of distress
at this time.
2. What communication strategies
does Dawn use to encourage
Michelle to talk about her concerns?
3. As a healthcare professional, what
can you do to help a person like
Michelle to feel in control when their
illness is progressing?
4. Dawn asks Michelle if she would be
interested in seeing a psychologist
for support. In what circumstances
should referral to a psychologist
be considered?

Module 2

Section 5: The spiritual dimension of care

In this section you will:
n

Explore the role of spiritual needs in palliative care

n

Examine the principles of spiritual assessment.

Activity 11: Understanding spiritual needs
At times, you may feel ill-equipped to
respond to the spiritual dimension of care.
Although you are not expected to have all
the answers, recognising the importance
of spiritual care is important for meeting
holistic needs and providing personcentred care. [1, 2]
For some people, spirituality comes from
their religious beliefs and commitments
or the recognition of a higher power
or a connection with others. For other
people spirituality has no connection
with religion at all and is associated with
a connection to something bigger than
themselves or the environment in general.
Many people with life-limiting illnesses
find that spirituality is an important
source of comfort and strength. Others
find that their belief system has been
challenged by this experience and they
may experience feelings of abandonment.
Talking about spiritual issues and the
search for meaning can be an important
part of holistic care. An assessment of
spiritual needs is a helpful starting point.
Spiritual assessment should not impose a
view nor a definition of spirituality. Instead
it should seek to discover the thoughts,
memories and experiences that give
coherence to a person’s life. [3]

When addressing spiritual needs: [2, 4–6]
n

Respect the person’s perspectives
and do not infringe on privacy

n

Involve all members of the
multidisciplinary team to the extent
that they are able and willing
to contribute

n

Clearly document spiritual needs,
strategic responses to these needs,
resources required, and outcomes

n

Integrate strategies into an overall
care plan in ways that are readily
understood by all members
of the multidisciplinary team

n

Provide a shared framework for
continuity of care between community
agencies and inpatient services

n

Provide a place for religious care
but do not confuse spiritual issues
with religious practice

n

Ensure that specific religious care
is provided by a person from the same
faith community, preferably one willing
to participate in the team.
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Thinking Points
1. Reflect on what spirituality means
to you. How can this affect your
professional responses to people
with life-limiting illnesses?
2. Identify specific strategies that can
be used to:
n

Assess spiritual issues

n

Provide spiritual care to people
affected by life-limiting illness.
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Activity 12: Spiritual conversations
Spiritual conversations involve open
discussions with people about: [1–4]
n

Their spiritual needs

n

Spiritual struggles

n

Distress

n

Pain

n

Conflicts

n

Resources of strength and belief

n

Practices that impact on the health
of the person.

Giving people the chance to express how
they feel about their losses and concerns
can often help them cope. Providing
people with life-limiting illnesses the time
to reflect on the meaning and purpose of
life and to discuss their spiritual distress
can also help. [4–7]
Spiritual conversations can focus on and
clarify questions about: [4–9]
n

n

n

Identity: who am I in these changing
circumstances?
Connectedness: who is my
community, where is my place?
Meaning: what is the purpose of my
life now?

Examples of statements which
can promote spiritual conversations
include: [8, 9]
n

“What are your hopes, expectations
and fears about the future?”

n

“Have you got any hopes, dreams or
wishes at the moment?”

n

“Is faith (religion or spirituality)
important to you in this illness?”

n

“Would you like to explore religious
matters with someone?”

n

“It is enormously painful for any
of us to contemplate our own death.
Are there particular fears or issues
concerning you about facing death
and what that means?”

Following these conversations, spiritual
care strategies can be developed for each
person. These strategies can involve: [4–7]
Settings
n

Identify places where the person
feels safe

n

Ask the person what reminds
them of this place. This could be a
memory, a photograph or a religious
symbol.

Stories
n

Allow time for the person to share
the story of their life

n

Listen to their story and ask
questions to explore and expand
on this experience.

Systems of belief
n

Ask the family/person to explain
their rituals and beliefs – and respect
and support these beliefs

n

Arrange a visit from an accredited
spiritual care practitioner,
if requested

n

Prepare for end of life by ensuring
that any specific rituals are well
documented.

continued over page
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Activity 12: Spiritual
conversations continued
Case study

Thinking Points
1. What does Michelle state is
important to her at this time?

Consider these points on spiritual
conversations in relation to the case study
on Michelle and her family.

2. What specific strategies does James
use to explore the meaning of illness
and dying to Michelle?

Michelle’s illness is progressing and she
acknowledges that she is dying. James
Smith, the palliative care nurse, has been
asked to visit Michelle and Pete at their
home to review what support they need
in preparing for end of life. During the
visit, Michelle talks with James about what
dying means and what is important to
her at this time. Michelle starts to explore
what will happen when she dies.

3. What specific strategies does James
use to respond to:
n

Michelle’s question: ‘I am going
to die soon, aren’t I?

n

Michelle’s questions about dying?

4. What other strategies would you
recommend to:
n

Explore the meaning of illness
and dying to Michelle?

n

Respond to Michelle’s questions
about dying?

 ichelle’s story –
M
Spiritual conversations
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Module 2

Section 6: Support for people
at the end stages of life
In this section you will:
n

Learn about specific concerns people have about the end stages of life

n

Explore how to provide information and support at the end stages of life.

Activity 13: End-of-life concerns
Providing support and information
The end stage of a person’s life can
provide some of the most profound
and memorable experiences for family
members. These moments can provide
a time for sharing thoughts and hopes,
and expressing love and support. It is a
time to say goodbye. It can also be a time
when families experience extreme distress
and require a great deal of support from
the healthcare team. [1–4]
Family and other caregivers often have
particular concerns and fears about
end-of-life issues: [5]
n

They often want to know what will
happen and what they can do to help

n

They are often concerned that they will
not be able to cope with the events.

It is not always possible to predict how
a person will die. However, the following
strategies can help to provide support
to family members during this time: [1, 5–8]
n

Recognise and acknowledge that the
person is in the terminal phase

n

Discuss any concerns and changing
goals of care with the person and their
family / carers and document in their
care plan

n

Maintain comfort, choices and quality
of life

n

Support the person’s individuality

n

Care for the psychosocial and spiritual
needs of the person and their family

n

Offer a choice of place of care when
possible

n

Reduce inappropriate and
burdensome healthcare interventions

n

Continue support for families after
death as bereavement care.

Recognising the terminal phase
Recognising when death is approaching
is an important clinical skill which allows
the healthcare team and the person with a
life-limiting illness, their family and carers
to prepare. Most people fear the dying
process and do not know what to expect;
it is helpful to explain it to them in simple
terms. With good care it is possible for
most people to die comfortably. [9] This
requires healthcare professionals to
possess good communication skills.

continued over page
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Activity 13: End-of-life
concerns continued
There is no accurate way to determine
when death will occur. [9, 10] In the weeks
leading to the terminal phase, signs
of deterioration can be present,
including: [9, 11–13]
n

Signs of illness progression including
enlargement of solid tumours,
worsening symptoms, weight loss

n

Reduced strength and energy

n

Increased drowsiness and sleeping

n

Reduced eating or drinking.

In the last days of life the person: [9, 14]
n

Becomes totally bed-bound and
requires full care (*AKPS score of 20
or less)

n

Is poorly responsive or unconscious
with limited response

n

Is unable to swallow

n

Has reduced or no urine output

n

Has changes in their breathing pattern

n

Shows signs of peripheral shutdown,
eg, pale or mottled skin, cold hands
and feet.

* AKPS – Australian-modified Karnofsky
Performance Scale
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Additional Resources
Several Palliative Care organisations
have developed brochures about the
dying process which can be useful when
undertaking challenging conversations
around dying and death.
Signs and Symptoms of Approach Death
by Palliative Care NSW [15]
The Dying Process by Palliative Care
Australia [13, 16]

Thinking Points
1. What are some of the issues
experienced by families and carers
in the following end-of-life care
settings:
n

Hospital

n

Home

n

Residential Aged Care?

2. From the perspective of your own
profession, what specific supportive
care can you offer as part of
end-of-life care?
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Activity 14: Preparing for
Michelle’s death
Michelle’s condition has deteriorated and
she is now dying. She is being cared for at
home and is now in bed all the time, semiconscious. James is visiting the family at
home. Pete and James discuss Michelle’s
imminent death. James prepares Pete and
the family around the process of dying
and what to expect. He offers ongoing
support from the palliative care team at
this time and into the bereavement phase.

 ichelle’s Story –
M
Preparing for Michelle’s
death
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Thinking Points
Watch the video and consider the
following questions:
1. What are Pete’s main concerns
at this time?
2. How does James help Pete deal
with these concerns?
3. What other strategies would provide
emotional support to Pete, Michelle
and their family at this time?
4. What simple terms did James use
to help describe the terminal phase
and how could he have improved his
interactions?
5. These conversations can be difficult
for health professionals. Consider
how you would respond if you
became emotional or teary when
communicating in such
a circumstance.

Module 2

Section 7: Self-care for healthcare professionals
In this section you will explore:
n

The importance of self-care

n

The impact of unprocessed grief and loss on professional practice

n

The symptoms of burnout, moral distress and compassion fatigue

n

Strategies to manage the challenges that arise from interacting with people
affected by life-limiting illnesses.

Activity 15: Impact of caring
Caring for and communicating with
people affected by life-limiting illness can
be stressful. [1–4] Healthcare professionals
are often confronted by human suffering,
clinical deterioration, dying, death and
family grieving. [1, 2, 5] This may force you
to face your own mortality and previous
personal experiences with death and
loss. You may also confront grief and
bereavement in a manner that you haven’t
previously. [6] You can also find yourself
confronting issues which are unique to
palliative care and that are inherently hard
to resolve including: [2–4, 6–9]
n

Your own concerns, beliefs, morality
and ethical views about dying
and death – which can also trigger
a trauma response depending on your
own personal experiences

n

Clinical anxieties, for instance if there
is a perception that a diagnosis was
missed or delayed

n

Traditional Western culture which
views death as clinical failure

n

n

Feelings of reluctance to take
on complex problems because
of time constraints

n

Difficulty dealing with the clinical
uncertainty that dying and death,
and palliative care in general, create

n

Feelings of clinical helplessness
if you are unable to completely relieve
the distress and pain of a person
affected by a life-limiting illness
or if an outcome was unacceptable

n

Sustained and exclusive focus on
life-limiting illnesses and end-of-life
care

n

Caring for people with whom you
identify with in some way – including
being involved in caring for a dying
friend, colleague or family member

n

Cultural anxiety caused by divergent
cultural beliefs and experiences, both
with self and the person affected
by a life-limiting illness

n

Accumulated losses.

Difficulty in deciding how and when
to shift from a curative to palliative
approach
continued over page
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Activity 15: Impact of caring continued
Accumulated stressors can have
emotional and spiritual effects which
can compromise personal wellbeing.
Unexamined emotions can lead to
burnout, moral distress and compassion
fatigue. [3, 4, 10–12]

something about it, but cannot
act in a way that preserves their integrity
or ethics. [16]
Circumstances which can cause moral
distress include:
n

Witnessing unresolved pain
and suffering [10]

n

Instances of futile treatment [18, 19]

n

Refusal of treatment that you believe
is beneficial. [19]

Burnout
Burnout is a syndrome of emotional
exhaustion, depersonalisation and
reduced accomplishment and occurs
when stressors exceed the person’s ability
to cope. [13]
Burnout is a significant cause of
psychiatric morbidity and of loss of
staff. [13, 14] Burnout indicators include: [13, 14]
n

Negative or cynical attitudes about
people in your care and their needs

n

Negative attitudes to work, the
workplace and/or colleagues

n

Pervasive feelings of dissatisfaction
and unhappiness related to work

n

Physical and emotional symptoms
(fatigue, boredom, irritability,
headaches, weight loss etc.) which
can be associated with absenteeism.

Moral distress
Moral distress describes the
psychological, emotional and
physiological suffering that healthcare
professionals experience when they act
in ways that are inconsistent with deeply
held ethical values, cultural standpoints,
principles or commitments. [15–17]
Moral distress is a predictable response
to situations where a person recognises
that there is a moral problem, believe that
they have a responsibility to do
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Moral distress can result in serious
adverse consequences, including: [16]
n

Aggression

n

Decreased job satisfaction

n

Leaving the healthcare sector.

Moral distress can lead to burnout. [10, 15]
Compassion fatigue
Compassion fatigue is a condition
characterised by a gradual weakening
of compassion over time. [20, 21]
Most people enter healthcare in order
to help other people – especially
people with critical physical, mental,
emotional, and spiritual needs. The
nature of continually showing compassion
for people with a life-limiting illness,
whose suffering is often continuous and
unresolvable, can become exhausting
– resulting in compassion fatigue. [22, 23]
Compassion fatigue can also occur when,
in the process of providing empathic
support, you personally experience the
pain of people in your care and their
families. [24]
Compassion fatigue can lead
to burnout. [10, 15]

Additional Resources
It can be helpful for health professionals
to regularly review the effects that a
caring role has. The Professional Quality
of Life Measure (ProQol 5) is a widely
used measurement tool that has subscales
for compassion satisfaction, burnout and
compassion fatigue. The tool is available
from this site as well as further information
on this topic.

Thinking Points
1. What signs would indicate that your
colleagues are experiencing burnout
or compassion fatigue?
2. Access the ProQol 5 Self-Score and
complete the assessment. Reflecting
on your results, make a note of
the key areas where developing
appropriate self-care strategies will
be helpful for you.
3. Reflecting on your own personal
beliefs, can you anticipate
circumstances which cause moral
distress/compassion fatigue?
4. For the healthcare professionals
involved in Michelle’s care and
support, what are some of the
sources of potential:
n

Burnout

n

Moral distress

n

Compassion fatigue.
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Activity 16: Adopting self-care strategies
Self-care is any activity that we
do deliberately in order to take care
of mental, emotional, and physical
health. [1, 2] It starts with the recognition
that people have multiple personal
dimensions to attend to in order to live
a “good” life [3], including: [1]

Strategies for personal self-care
include: [4–7]
n

Prioritising relationships including
those with family and close friends

n

Maintaining a healthy lifestyle by
ensuring adequate sleep, regular
exercise, and time for holidays

Physical

n

What is happening to my state of health
and wellbeing?

Participating in recreational activities
and hobbies

n

Emotional

Practicing mindfulness and meditation

n

Pursuing spiritual development

n

Ensuring that you have pleasurable
activities scheduled regularly

n

Maintaining a routine

n

Exercising regularly

n

Learning relaxation techniques
and practicing them regularly

n

Having goals – both at work
and personally

n

Accepting the feelings that often
come up working with people
who are dying.

How do I feel during and after I finish
work?
Cognitive
How do I make sense of my experiences
at work?
Relational
How has work affected my relationships
(family, friends)?
Spiritual
How have my faith and personal
meanings changed?

Consider the following expert opinion
on adopting self-care strategies:

 CC4U Expert Opinion
P
– Palliative Care
Specialist discussing
self-care

Thinking Points
1. What self-care strategies can you
draw on when caring for people
affected by life-limiting illness?
2. What strategies can you use to
support other members of the
healthcare team?

PCC4U Implementation Guide I Learning Resource I 2020 113

1.

CareSearch. Self-Care. 2017 June 06, 2017]; Available from: https://www.caresearch.com.au/caresearch/tabid/3462/
Default.aspx.

2.

Rizo-Baeza, M., et al., Burnout syndrome in nurses working in palliative care units: An analysis of associated factors.
J Nurs Manag, 2018. 26(1): p. 19-25.

3.

Chittenden, E.H. and C.S. Ritchie, Work-life balancing: challenges and strategies. J Palliat Med, 2011. 14(7): p. 870-4.

4.

Sanchez-Reilly, S., et al., Caring for oneself to care for others: physicians and their self-care. J Support Oncol, 2013.
11(2): p. 75-81.

5.

Kamal, A., et al., Burnout among palliative care clinicians in the United States: Results of a national survey. Journal
of Clinical Oncology, 2014. 32(15_suppl): p. e20530-e20530.

6.

Mills, J., T. Wand, and J. Fraser, Self-Care in Palliative Care Nursing and Medical Professionals: A Cross-Sectional
Survey. Journal of Palliative Medicine, 2017.

7.

RACGP. Self-care and mental health resources for general practitioners. 2018 [cited 2018 August 17, 2018];
Available from: https://www.racgp.org.au/guidelines/advancecareplans.

114 PCC4U Implementation Guide | Learning Resource | 2020

Activity 17: Reflective practice
Reflective practice is a useful strategy
for managing stressful situations.
Reflective practice provides insight,
examines assumptions and helps
healthcare professionals to gain a
better understanding of why something
occurred.
In terms of palliative care, reflective
practice involves: [1]
n

Reflecting on your experiences with
a person affected by a life-limiting
illness

n

Exploring how their illness and
treatment plan affected you

n

Examining how the advice you
provided affected their care

n

Reflecting on how your involvement
with this person affected you
personally, professionally and
emotionally.

This allows you to identify your strengths
and weaknesses, and improve your
practice through the reflective process. [1, 2]
Reflection can increase confidence and
empathy, and help to identify appropriate
professional boundaries and strategies
for avoiding compassion fatigue and
burnout. [3]

In practice it involves the processes of
experiencing, interpreting and learning,
as outlined in the following table: [1–3]
Experiencing
Retelling a practice story so that the
experience/event is revisited again in
more detail
”What, when, where, who, why did /
didn’t the event or outcome occur?”
“How did it affect me:
n

Personally

n

Professionally?”

Interpreting
Clarifying and explaining the meaning
of a situation
”What were external factors?
My role? The other person’s role
in the event?”
Learning
Creating new insights and integrating
them into your existing awareness and
knowledge
”What have I learnt and what changes
can I make in the future, from this
event?”

Reflective practice aims to help you learn
from a particular practical experience
through a personal consideration of the
event, the emotions it evoked and the
consequences of the experience. [3]
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The following expert opinion highlights the
importance of self-care and reflective practice
to support your overall wellness:

 CC4U Expert Opinion
P
– Reflective practice

Thinking Points
1. Undertake a reflective practice on an
uncomfortable or emotional situation
that you were involved in.
n

The experience: what, when,
where, who, why did the event
happen?

n

Interpret: what were external
factors, my role, the other
person’s role in the event?

n

Learn: what have I learnt and what
changes can I make in the future,
from this event?
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Module 2

Section 8: Reflections on what you have learnt
It is essential for all healthcare professionals to develop the capacity for reflection
and self-evaluation of their professional and personal experiences, and to consider
how this can impact on themselves and others.
Consider the module you have just completed and reflect on the following
questions to assist with your ongoing development:
1. What key points have you learnt from the activities in this module that will help
you in providing care for people with life-limiting illnesses and their families?
2. What specific strategies do you plan to incorporate as a graduate healthcare
professional?
3. Do you see any difficulties using what you have learnt here as part of your
practice as a healthcare professional? If so, what strategies would you use
to address these difficulties?
CONGRATULATIONS. You have now completed Module 2 of PCC4U;
you should now be able to:
n

Identify sources of psychological, social and spiritual support for people affected
by life-limiting illness

n

Recognise how your own values and beliefs about dying and death affect your
responses and interactions with people affected by life-limiting illness

n

Identify resources that can support your communication with a person in your
care

n

Demonstrate the principles of effective communication when interacting with
people affected by life-limiting illness

n

Explore the role of self-care for healthcare professionals who are supporting
people affected by life-limiting illness.
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Transcript Module 2

Communicating with people
with life-limiting illnesses

Michelle’s Story
Michelle’s story –
Introduction
1 min 28 sec
Michelle: It was such a shock to hear the
doctor say that I had breast cancer.
That was two years ago now, my whole
world turned upside down. The initial
treatment was really full on, not to
mention losing my hair and everything
that goes along with chemo, but I got
through it all. The cancer responded
well to the chemo, and I’m feeling
great. My life’s balanced again, Pete
and I are happy, the kids are great and
they’re doing so well at school. I love
my job, teaching is fantastic, and my
boss was brilliant. Everyone has been so
supportive. A month or so ago I noticed
that I had this nagging cough and lately
I’ve been feeling a bit breathless. I did
wonder if the cancer had come back,
they said it might, but no, I’ve just been
overdoing it. The kids have been sick;
you know it’s just a viral thing. Anyway
I went to see my GP last week just to have
it checked out. She did a whole load of
tests. I’m just waiting now to hear back
about the results. I’m sure everything will
be alright.

Michelle’s story –
Receiving distressing
news – 3 min 4 sec
Doctor: It’s lovely to see you again; I just
wish it was under better circumstances.
I’ve got your results.
We’ll talk about that, then if you’ve got
any questions or concerns I’ll tend to
those as well is that okay?
Michelle: Nods
Doctor: I was hoping to have good news
for you today, but unfortunately Michelle
your cough’s not a virus. I’m really sorry
to tell you but the cancer has spread.
Michelle: Cries
Pete: What do you mean?
Doctor: On the CT scans we can see that
it has spread to your lungs, that’s why
you’re coughing and that there are
a couple of spots in your liver. I know this
is not the news that you’d hoped for,
I wish I could tell you otherwise.
It’s a huge shock.

continued over page
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Michelle’s story – Receiving distressing news
3 min 4 sec continued
Michelle: I just don’t understand, I’ve
been so well and we lead such a healthy
lifestyle now.
Everything’s so good at the moment, this
news, it’s just devastating.
Doctor: It’s really, really tough and
you and Pete, you dealt with that first
diagnosis just so well with such amazing,
incredible determination and you put
loads of effort into making sure that you
built a healthy lifestyle and that you did
everything you could to recover.
Pete: What exactly are you saying? We
beat the first cancer, we can do it again.
Michelle, she’s fit and healthy, she can
cope with whatever treatment she needs.
We’ll get through it alright. Please can you
tell us what treatment she can have?
Doctor: Of course Peter, I understand
that you need to know what happens
next. Are you okay to move on then
Michelle? Well the first thing I’d like to
do is arrange a bone scan that will give
us a lot more information. And our main
priority is going to be reducing the size
of the cancer in your lungs and in your
liver with some chemotherapy.

Pete: Very good, so when can we start
this chemo?
Doctor: Well I can try and arrange for the
bone scan this afternoon, and then we
can meet tomorrow morning to discuss
the different options. We should be able
to start the treatment as early as next
week. I know this is really hard and really
a lot to deal with. If you do have questions
please ask.
Michelle: Can you still cure this?
Doctor: I wish we could Michelle, but
now that the cancer’s spread we can’t
cure it. It’s there in your lungs and in your
liver. We can give you some chemo to
stop it from spreading further and we’ll
be looking after your symptoms like your
breathlessness, and we’ll be trying to give
you as much time as you can have with
the best possible quality of life.
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Michelle’s story – Understanding palliative treatment
2 min 35 sec
Jeremy (Radiation therapist):
Hi Michelle, I’m Jeremy, I’m sorry to see
you back here.

Michelle: Well not really, but will my
treatment start today or will we just
be planning today?

Michelle: Yes, it’s just the worst news.
My breast cancer has spread now;
it’s in my lungs and my liver. Dr. North
sent me for a bone scan and I’ve just
found out it’s in my spine. I had back pain
but I just thought it was from the gym,
I never thought it was something more
serious.

Jeremy: We’ll be planning today but your
treatment itself will start at ten o’clock
tomorrow, okay.

Jeremy: I understand this must be
very difficult for you, so what’s your
understanding of what we’re going
to do today?
Michelle: Dr. Maitland wants me to have
some palliative radiotherapy. I don’t know
what he meant.
What is palliative radiotherapy?
Jeremy: Palliative radiotherapy isn’t
curative, but it’s aimed to improve the
quality of your life and we give it to relieve
symptoms, like your back pain and the
treatment will be different too. Now last
time you might remember you had the six
week course of short daily treatments.
Michelle: Yes.
Jeremy: Well this time the treatment
will be different in the length of time that
it takes, the dose of the radiation, and the
area of the body that will be treated.
Now any questions Michelle I’m happy
to go over anything at any point if you
want me to.
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Michelle: Alright that sounds good,
I just don’t remember too much about
last time.
Jeremy: Well I can show you through if
you want to come inside.
Michelle: That’ll be great, thanks.
Michelle and Jeremy walk to the
treatment room.
Jeremy: Well here it is, look familiar now?
Michelle: Yep.
Jeremy: So here’s the CT scanner. First
we’ll get you positioned on here. You
might remember last time we marked the
area with some small tattoos. Well we’ll
do that again, and that way we can set
you in the same position each time.
Michelle: I just hope the treatment helps;
I guess I’m just a bit scared.
Jeremy: Well that’s perfectly
understandable Michelle, but remember
you’ll have your treatment team around
you, if there’s any concerns, anytime just
ask us and we’ll help you if we can. If we
can’t then we’ll find the right person
that can.
Michelle: Yep, thankyou so much Jeremy,
I really appreciate it.

Michelle’s story – Michelle’s illness progresses
3 min 50 sec
Doctor: You guys look exhausted. How
are you going Michelle?
Michelle: Not good, I’m not getting any
better am I?
Doctor: I’m sorry Michelle, I wish I could
say that you were getting better, but your
cancer is continuing to spread.
Pete: So, what are we meant to do? I can’t
just sit back and watch Michelle die.
Doctor: Must be really hard for both
of you. Today we need to talk about a
management plan and maybe look at
some of your goals Michelle. Things that
you may or may not want to happen in the
future.
Pete: Yeah a plan would be good, we
need a plan.
Doctor: We can keep on with some
chemotherapy and try to get on top of
the cancer in your lungs and your liver.
Would you like to know more about that
now?

Michelle: Well it’s there most of the
time now. But a few times it’s been really
frightening; I couldn’t get my breath you
know. It’s an awful feeling and then I just
panic and then that just makes things
worse.
Doctor: But not being able to breathe is
really frightening. Pete it must be scary for
you too.
Pete: Yeah it’s really hard to see her like
this. She had a really bad episode while
I was at work and I just feel helpless. What
can we do to help her?
Doctor: We’re going to put you on some
medication today Michelle. We can
monitor the dosage and adjust it if we
need to. I’d also like to get some input
from the palliative care team about how
to manage it.
Pete: Palliative care, aren’t they the
people you see when you’re dying.

Michelle: Oh yeah, I want to know as
much as possible. I need to talk to you
about my breathing, it’s a lot worse
than last time I saw you and I’m really
struggling at times. I don’t think I can wait
for the chemotherapy to work. Is there
anything that you can do to help with that
now?

Doctor: Well that is part of it Pete. They
do give end-of-life care, so it’s good
for you to meet them and get to know
them. The palliative care team is made
up of a lot of different types of health
professionals. They’re there to support
you through this really difficult time
and they’re experts as well in managing
symptoms. How would you feel if I made
a referral out to them?

Doctor: Yeah, there’s a couple of things
we can do to make it easier. Can you
describe your breathlessness for me?

Michelle: If you refer me to the
palliative team, will I have to stop the
chemotherapy?
continued over page
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Michelle’s story –
Michelle’s illness
progresses
3 min 50 sec continued
Doctor: Oh no, not at all. We’ll be
working closely together, to keep an eye
on things, adjusting as we go along.
Michelle: Okay then.
Doctor: Pete?
Pete: Yeah, that’s fine.
Doctor: I don’t know who you’ll see, but
they’re all really lovely. Have you got any
other questions before we move on?
Michelle: Yeah, I do. How long do you
think I have to live?
Doctor: That is the hardest question
Michelle. Studies that have been done
with women who are at the same stage
of breast cancer as you are, typically
show that survival times are measured in
months rather than in years.
Michelle: That’s not very long.
Doctor: No, and at this stage, it’s
impossible to say just exactly how long.
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Michelle’s story – Raising concerns
4 min 20 sec
Nurse: Hi Michelle, hi Pete how are you
going?
Michelle: Not bad.
Nurse: What are you looking at there,
some diversional therapy for the morning?
Ah the kids, great.
Pete: Just sorting through the photos,
we’ve got so many of the kids; we thought
this would be a good time to do it.
Nurse: How are they?
Michelle: Oh they’re good thanks. I just
want them to remember me as their mum
you know. I want them to look at all the
pictures and remember all the good times
we’ve shared.
Nurse: It must be really hard to know
what to say to them.
Michelle: Yeah, we’ve tried to protect
them from so much, haven’t we? Glances
at Pete.
Maybe that wasn’t the right thing to do.
Pete: We want to do the right thing by
them; we just don’t know what that is.
Nurse: Well, you know I think, in my
experience, I think children often know
when something’s wrong, so it’s often
best just to be open and honest with
them. You know they can get quite
anxious when they don’t know what’s
happening, and then of course when
they find out it can be quite a shock for
them. It gives you guys a chance also to
understand what their worries are and you
know how to support them. What do they

know about the situation so far?
Michelle: Well not much really, do they?
I mean they know the cancer’s come back.
It’s hard to know what to do, you know.
Nurse: Well would you like to come in
together? All of you together one day and
we can talk about it.
Michelle: (Shakes head) No.
Nurse: Well maybe we could explore
some ideas now, about how best to talk to
Ben and Elyse.
Michelle: Yeah, that’d be good.
Nurse: I think it’s really important to know
that each child might see things a little bit
differently, so a really good place to start
is to actually find out what they already
know. So you need to give them time
to talk and to be able to express their
feelings. It’s really important that they
know that it’s totally okay for them to be
open and honest with you, to ask you any
questions that they need to ask you and
that you are really there to support them.
Have they asked you any questions so far?
Pete: Yeah, Ben asked me if you were
going to get any better.
Michelle: Yeah, he asked me that one too.
He said he’s got a friend at school who
told him people die if their cancer doesn’t
go away.
Nurse: What did you say?
Michelle: Well I told him that I really
didn’t know, and that everyday we hope
the cancer will go away.
continued over page
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Michelle’s story – Raising concerns
4 min 20 sec continued
Nurse: Michelle, do you think the cancer
is going to go away?
Michelle: No, Dr. North told me that the
treatments couldn’t cure it.
Nurse: It might be a good time for you
to tell the kids then I think, and start
preparing them.
Michelle: Maybe you’re right.
Nurse: I think sometimes children also
need to know that your cancer’s got
nothing to do with them, that it’s nothing
they’ve done. Do you get a sense that,
that could be worrying them?
Michelle: No, not really but we should
talk to them more.
Nurse: Let them know how special they
are to you guys, how much you love them
and maybe also tell them that you’re really
sad that the cancer has come back.
Michelle: Yeah, we should do that
shouldn’t we Pete?
Nurse: Pete, they need to know that
you’re there for them and that life can
just go on as normal as possible, so if
you can try and keep the usual routines
happening, that’d be really helpful.
Something else you could do, I don’t
know if you’ve thought about it, but you
could start a scrapbook for them.
Michelle: I wanted to do that for them,
didn’t I? I just don’t think I’ve got the
strength at the moment.
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Nurse: What about a friend? Have you
got a friend who could help you with that?
Or actually, I could get one of our team to
help you out in here. Would you like that?
Michelle: Yeah, that’d be good. I can do it
when I come in for chemo.
Nurse: Yes, that’d be a great idea. Look
I’ll get onto that, arrange that and I’ll let
you know.
Michelle: Oh wait, I’ve got one more
question. My sister and her husband
are going camping with their kids next
weekend and they’ve asked if they can
take Ben and Elyse. Do you think that
would be a good idea?
Nurse: I think it’s a great idea for them to
spend time with family and friends that
support them; I assume they get on well
with their cousins?
Michelle & Pete: Yes.
Nurse: Yeah, then I think it’s a great idea.
And I think it’ll be really good because
it will give you guys time to have the
weekend together, just the two of you,
which might be quite nice.
Michelle: Yeh, thank you so much.

Michelle’s story – Responding to losses
5 min 21 sec
Nurse: So how are you doing Michelle?
Michelle: It’s not a good day today. I feel
like I’m losing control of everything in
my life. I met with my boss last week and
its official. I’m on an indefinite leave of
absence. I’m absolutely devastated, my
job is a huge part of me, and I’m a good
teacher. I’ve made a difference to loads
of kids’ lives and it’s over now and it’s
finished and my own kids want to spend
more time at their friends’ houses than
they do at ours.
I don’t even take them to school anymore,
Pete does that. I can’t do anything; even
walking to the car in the driveway makes
me breathless. Sitting in the car just
makes this pain so much worse. I don’t
know. I don’t even seem to get my mum
hugs anymore. It’s just breaking my heart,
and then there’s Pete. Spending time at
his mate’s house is clearly more attractive
than spending time with me. I can’t even
remember the last time he gave me
a cuddle. Cries
Nurse: You’ve really been holding
on to so much haven’t you.
Michelle: I’m really sorry to blurt it out
like this. I just really needed to say it out
loud and just have a good cry.
Nurse: Yes it’s okay.
Michelle: I hope I’ve left you some
tissues.

Nurse: Don’t worry about it; I’ve got
plenty out in the cupboard. You’ve
been through an incredibly tough time
Michelle, you’ve continued to work and be
a mum, wife and friend and stay in control
of everything. You’ve faced some terrible
losses Michelle and its okay for you to
feel like this. What do you think has been
worrying you the most?
Michelle: I just don’t know what to do
next.
Nurse: Sometimes it’s a little bit easier if
we break things down into smaller pieces,
so the whole situation doesn’t seem so
overwhelming. So if we did that, what
would be top of your list?
Michelle: Pete, Pete and me. We’re just
drifting apart and I love him so much.
I miss the beautiful intimacy; you know,
the kisses and the cuddles, just being
together.
Nurse: Yes, that special part of a
relationship. You guys are really close.
Michelle: I just can’t relax with Pete
anymore. There are times when I don’t
even want him to touch me or even see
me. I look at myself in the mirror and I
don’t recognise myself. I mean who am I?
Nurse: Have you been able to tell Pete
how you feel?
Michelle: I’ve tried, the time just never
seems right.
continued over page
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Michelle’s story – Responding to losses
5 min 21 sec continued
Nurse: You can’t find the right words
either, I suppose. I’m guessing that Pete is
finding it really hard to share his feelings
with you as well. Maybe we could look at
some ways that you and Pete might be
able share your thoughts and feelings?
Do you have any ideas about what you
could do?
Michelle: Something simple, I don’t know
really. I know I really need to talk to Pete
about it. But I just get the sense that he’s
scared to upset me and he keeps pulling
away.
Nurse: Sometimes it might be helpful
having someone break the ice for you.
Perhaps when you’re in next I could have
a chat with Pete if you like. I can tell him
what we’ve been talking about and to
let him know that you’d really like to be
talking to him as well.
Michelle: That would be so good, thank
you.
Nurse: Do you think Pete would feel
comfortable talking to me?
Michelle: I think so, he trusts you.
Nurse: Okay alright well I’ll try and
arrange it when you come in next. There
are also some really good resources
that we have on sexuality and intimacy
for women with breast cancer and their
partners that you might find really helpful
to read. Would you like me to get some
of that information?
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Michelle: Yes, that’d be good.
Nurse: Michelle it’s really, really good that
you’ve been able to talk to me about this,
you know. It’s such a big burden for you.
It’s good for you to get it off your chest,
I think, at times.
Michelle: Oh yes, I feel so much better.
Thank you.
Nurse: It’s my pleasure. I’ve just got one
more thought. We have a psychologist on
our team. I’m thinking it might be really
helpful for you to talk to her she might
have some other ideas that might be
useful. So perhaps when you come in next
if you’re still feeling a bit concerned about
you and Pete I can go and get her to see
you if you like.
Michelle: I think that’d be good. It might
be nice to talk about it some more. Thank
you.

Michelle’s story – Spiritual conversations
5 min 16 sec
Michelle: I know I’m dying, I’m scared.
I don’t know what it all means.
Palliative care nurse: What is it that
scares you most?
Michelle: Not being prepared, does
that sound weird. You know when
you’re pregnant you’ve got nine months
to prepare for the birth. You go to
information sessions and workshops and
everybody wants to tell you their story,
good or bad. The point is that they talk to
you about it, but no one wants to talk to
you about death and I need to talk about
it. I am going to die soon, aren’t I? I’m not
a religious person, neither of us are. We
bought the kids up with a set of values
that I hope will get them through life.
Palliative care nurse: I’m sure you have,
are those values helpful to you now?
Michelle: Definitely, they help me to
figure out what’s important and what
it all means.
Palliative care nurse: So what is
important to you right now?
Michelle: My family and friends, I don’t
think I could get through this without the
strength that they give me every day.
Palliative care nurse: A lot of people
in your situation feel the same. There’s
nothing quite like the support of friends
and family. Your friends have rallied
around, have they?

Michelle: I don’t even know where to
start; Liz has been bringing me two
meals a week, for months now. Paul and
Jen take our kids out every week, with
their kids. Barb brings me the naughty
things, gourmet chocolates and bubbles
and even clothes that she’s picked up
on special. Then there’s Meg, Meg she
just fits in with wherever I am that day.
Sometimes she sits with me and we say
nothing, and it’s just beautiful. She’s so
dear to me. I can see that everyone’s
worried about me; they know I’m going to
die soon, but Meg is the only one who will
talk to me about it. I think that’s why it’s
been so hard lately. Pete and all my good
friends are trying to avoid talking about it.
What does it feel like, when I die?
Palliative care nurse: There are certain
indications that will let you and the
people around you know that death
is getting closer.
Michelle: What are they?
Palliative care nurse: You’ll start to feel
weaker, you’ll spend longer periods in
bed, you’ll be drowsy and you’ll be less
aware of what’s going on around you.
Michelle: What about the medication and
my breathing? What if I can’t swallow?
How will I take my medication?

continued over page
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Michelle’s story –
Spiritual conversations
5 min 16 sec continued
Palliative care nurse: We can change
the way we give you the medication if
we need to. We can use a little machine
about this big and what we’ll do is we’ll
put a little needle under your skin; it’s
just like a pin prick going in. Then we’ll
attach some tubing from the needle to
the syringe with your medication in it.
A community nurse will come each day
and change the syringe.
Michelle: That sounds good, but what if
it all gets too much for Pete to take care
of me.
Palliative care nurse: We’ll be visiting
regularly, reassessing things each day.
If at any time you or Pete are having
difficulties just let us know, give us a
yell and remember we talked about the
Palliative care unit, so that’s always an
option and wherever you are there’s
a whole team to look after you.
Michelle: Thank you.
Palliative care nurse: I know it’s a really
difficult time; you’ve got a huge amount
on your plate at the moment Michelle. I’m
here to listen and help as much as I can.
But remember we’ve also got pastoral
carers and social workers in our team and
I can organise for one of them to come
and have a chat, if you think that might
help.
Michelle: Thank you and I really will let
you know if I need more help.
Palliative care nurse: Alright.
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Michelle’s story – Preparing for Michelle’s death
4 min 24 sec
Pete: It’s so hard to see her like this. I’m
really worried about her now. I can’t get
her to eat anything and she’ll only take
a few sips of water. Should I be trying
harder to get her to eat and drink?
Palliative care nurse: I know this is
really tough Pete. Michelle’s body is
shutting down now so she’s probably not
interested in eating or drinking. Just keep
doing what you’ve been doing; the mouth
swabs, the lip balm, that will keep her
mouth moist and comfortable.
Pete: We’ve been using those mouth
swabs you left us. It gives us something
to do.
Palliative care nurse: So what’s your main
concern at the moment?
Pete: The noisy breathing, it started
yesterday. I know you mentioned
something to me about it a while ago,
but I can’t remember what exactly or
if I should be doing anything about it.
Palliative care nurse: When people
get to this stage, the secretions, the
fluid builds up in the back of the throat.
Michelle’s not swallowing anymore so
the fluid is there in the back of her throat
and it’s noisy. It’s distressing to listen
to I know but it’s not distressing for
Michelle. We could try some medications
but it probably won’t stop it completely.
The other thing we could try is turning
her on her side and making her more
comfortable.

Pete: Could we do that before you go?
Palliative care nurse: Sure, let’s do
that. You know Michelle is deteriorating
now. She’s probably going to die within
a couple of days, maybe a week at the
most. She’ll probably stay fairly peaceful
and just quietly stop breathing eventually.
Pete: I knew that this was coming. Her
hands and feet are starting to change
colour, just like you said they would. All
we can do is hang on to every last second,
what else can we do? I feel so helpless.
Palliative care nurse: That’s totally
understandable Pete. The main thing is
that you, Ben and Elyse are able to spend
time with Michelle. Just tell her that you
love her, be there with her. Even if she’s
too weak to respond she can hear what
you’re saying. So how are Ben and Elyse
managing with it all?
Pete: They’re okay I think, very sad. But
they’re okay. Elyse especially just wants to
be with her mother as much as possible.
I came in last night and she was painting
Michelle’s fingernails pink, chatting about
her day at school. Begins to cry I’m so
proud of my kids, they’re my strength.
Palliative care nurse: You’ve got a really
good bond with Ben and Elyse, and that’s
great Pete. The main thing now is that
you all spend as much time with Michelle
as you can. But you need to get your rest
as well. Everything’s in place just the way
Michelle wanted it to be, you’re all here
with her at home.
continued over page
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Michelle’s story –
Preparing for
Michelle’s death
4 min 24 sec continued
I’ll be heading off shortly. You’ve got my
mobile number if you need me. I’ll give
you a ring later in the day, see how things
are going and remember we will be here
for you after Michelle dies as well, okay.
Pete: Thanks James, I don’t know how
I would’ve coped without you.
Palliative care nurse: Let’s go back in
and reposition Michelle. We’ll get her
comfortable.
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Module 3

Assessing and managing symptoms

Palliative care symptoms should be identified early and through impeccable assessment. [1–3] Initial and
ongoing assessment incorporates the person’s physical, psychological, cultural, social and spiritual
experiences and needs. [2, 3] A management plan is developed, implemented and evaluated considering
individual circumstances and goals of care. Evidence-based palliative care interventions are associated
with improvements in quality of life and a reduction in symptom burden. [4–7]
Overview
Module 3: Assessing and managing symptoms will help you develop the knowledge and skills required to
identify the health needs of people affected by life-limiting illness. This resource will also help to develop
an understanding of the principles for managing common symptoms in palliative care.
Aims and objectives
After completing this module, you should be able to:
n

Explain the principles for assessing and managing common symptoms and health concerns associated
with life-limiting illness

n

Summarise evidence-based pain assessment and management strategies relevant to your profession.

PCC4U Implementation Guide I Learning Resource I 2020 131

Module 3

Assessing and managing symptoms
SECTION

ACTIVITY

VIDEO

1

1. Life-limiting illnesses
2. Understanding symptoms in palliative care

1 min 37 sec

3. Principles of assessment
4. Assessment tools
5. Symptom assessment

2 min 28 sec

2

3

Palliative care symptoms
Principles of assessment

Evidence-based symptom management

4

Applying symptom assessment and management
– Pain

5

Reflections on what you have learnt

6. Principles of palliative symptom management
7. Herbert’s illness progresses
8. Expert opinion
9.

2 min 16 sec

Assessing and managing pain in palliative care
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Module 3

Section 1: Palliative care symptoms
In this section you will:
n

Explore the role of palliative symptom management throughout
the illness trajectory

n

Explore factors that can contribute to the symptom experience
of a person with a life-limiting illness.

Activity 1: Life-limiting illnesses
Palliative care is an approach that
improves the quality of life of
patients and their families facing
the problems associated with lifethreatening illness, through the
prevention and relief of suffering
by means of early identification
and impeccable assessment and
treatment of pain and other
problems, physical, psychosocial
and spiritual.
World Health Organization [1]
Module 1 discussed how palliative care
is not dependent on a specific medical
diagnosis but is applicable to people who
have a wide range of progressive and
advanced life-limiting illnesses. [1–3]
The term life-limiting illness is used where
it is expected that death will be a direct
consequence of the specified illness
including: [2, 3]
n

Cancer

n

Heart disease

n

Chronic Obstructive Pulmonary
Disease (COPD)

n

Dementia

n

Heart failure

n

Neurodegenerative disease

n

Chronic liver disease

n

Chronic renal disease

n

Degenerative illnesses or significant
deterioration related to ageing.

Best practice palliative care requires
an understanding of: [2–8]
n

The illness

n

The symptoms that are commonly
associated with the illness

n

The person’s perception of the
effects of those symptoms on their
quality of life.

Different life-limiting illnesses
are associated with different patterns
of illness. [3, 9] These patterns are referred
to as illness trajectories. [3, 9–11] Three
typical illness trajectories have been
described for people with progressive
chronic illness: [11–14]
1. Cancer trajectory
2. Organ failure trajectory
3. The frail elderly / dementia trajectory.
continued over page
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Activity 1: Life-limiting
illnesses continued
Understanding what symptoms form
a likely part of the person’s illness
trajectory; when they might occur
and their likely effect can assist with
proactive symptom assessment and
management. [3, 9–14]
Due to the complex nature of
life-limiting illness, people frequently
experience multiple symptoms
at any one time. [15]
Symptom management must take
into consideration the cause, potential
benefits and burdens of treatment,
illness progression, goals of care
and the person’s wishes. People with
life-limiting illness frequently experience
multiple complex symptoms due
to a combination of: [3, 15, 16]
n

The illness itself

n

Illness-modifying treatment

n

Comorbidities / intercurrent /
concurrent illness.

Unrelieved symptom concerns can have
a negative impact on a person’s quality
of life. [17–20]
Refer back to Module 1 to refresh your
understanding of illness trajectories.
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Thinking Points
1. How can understanding their likely
illness trajectory help people to
develop goals of care?
2. Choose one type of cancer (for
example, lung cancer) and one
non-malignant life-limiting illness
(for example, chronic heart failure).
Research the literature and answer
the following questions:
n

Identify current epidemiological
data relating to incidence and
survival rates

n

Identify classifications, staging,
grading and prognostic factors

n

What health needs or concerns
can arise throughout the course
of the illness trajectory for these
illnesses?

3. How can you use the evidence-based
information on illness trajectories to:
n

Assist your clinical decisionmaking

n

Provide support to people with
life-limiting illnesses and their
families?

4. What limitations does illness
trajectory information have in guiding
clinical care?
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Activity 2: Understanding symptoms in palliative care
People with a life-limiting illness can
experience a number of common
symptoms and clinical concerns. The
nature and severity of symptoms and
clinical concerns will vary for each person,
because they are: [1–4]
n

n

Subjective: They are experienced
differently by each person
Multidimensional: Symptoms
can have multiple contributing factors
and effects.

Each person will have a separate set of
circumstances and experiences which
can influence their response and ability
to manage their symptoms. These factors
form part of the multidimensional nature
of symptoms and influence the person’s
subjective response. They include: [5]
n

Spiritual factors, including existential
distress

n

Psychological factors including anxiety
and depression

n

Cultural experiences and history

n

Perceived meaning of the symptom

n

Comorbidities

n

Social concerns, including loss of
control, loss of income, change of
family role and perception of how they
are viewed by others
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n

Fear

n

Myths

n

Past experiences

n

Age of the person

n

Performance status.

Common symptoms in palliative care
include pain, fatigue, swallowing
difficulties, anorexia, weight loss
and cachexia, nausea and vomiting,
constipation, bowel obstruction,
dyspnoea, cough, neurological and
neuromuscular symptoms, psychological
symptoms, sleep concerns and
dermatological symptoms.
Further information
Further information on common
symptoms and their management
can be found at:
n

CareSearch

n

Therapeutic Guidelines.

Common symptoms in palliative care
Symptom

Key Points

Pain

Pain is an unpleasant sensory and emotional experience associated with actual or
potential tissue damage, or described in terms of such damage.[6]
Pain occurs in over 50% of people with advanced cancer and is often a significant
symptom for many people with other nonmalignant life-limiting illnesses.[7]
Pain of any origin compromises the person’s ability to function and reduces overall
quality of life.[8] Poorly controlled pain can further impair function, appetite, sleep,
mood, and quality of life.[9] It is always subjective.[6, 10]

Fatigue

Fatigue is a subjective experience defined as a persistent and distressing sense of
tiredness which:[11]
n Is not proportional to activity
n

Is not relieved by sleep or rest

n

Interferes with normal functioning.

Fatigue may manifest as:[11]
Decreased physical energy with ‘tiring easily’ or ‘weakness’

n
n

Decreased concentration

n

Poor memory

n

Lack of motivation

n

Abnormal sleep patterns

n

Unrefreshing sleep.

Fatigue impacts:[11]
Quality of life

n
n

Relationships

n

The ability to adhere to management plans.

Fatigue often coexists with other symptoms.[11]
Swallowing
difficulties

Dysphagia (swallowing difficulty) is a common condition among people receiving
palliative care.[12] Dysphagia may manifest as:[13]
n Difficulty swallowing food or fluids
n

Coughing/choking during/after meals

n

Unintentional weight loss

n

Throat clearing

n

A wet gurgling voice after eating

n

Changes in breathing

n

Food/liquids travelling back up the throat or nose after swallowing

n

Feeling of food or liquids being stuck in the throat/chest

n

Pain while swallowing

n

Heartburn

n

Excessive secretions

n

Leakage of food or saliva from the mouth.

Dysphagia increases the risks of choking, aspiration and aspiration pneumonia.[13]
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Symptom

Key Points

Anorexia, weight
loss and cachexia

Anorexia (lack of appetite) and weight loss in advanced life-limiting illness are among
the most recognised and troubling symptoms for people with a life-limiting illness,
their family members and carers. The loss of weight observed in most people in the
late stage of illness confirms advancing illness and usually signals approaching death.[12]
Cachexia is caused by tumour-related cytokines (eg tumour necrosis factor,
interleukin-1), which can lead to catabolism with alteration in carbohydrate, protein
and lipid metabolism.[7] Once fully established, or occurring late in the illness
trajectory, cachexia is irreversible by nutritional interventions. At all stages of illness,
cachexia affects the person’s ability to tolerate medical interventions.[14, 15]

Nausea and vomiting

Nausea can be intermittent or persistent, and either with or without vomiting.[16]
Nausea and vomiting can arise from all parts of the gastrointestinal tract and/or
be centrally mediated. Nausea and vomiting can also be associated with anxiety
or it may be a learned response (eg, the anticipatory nausea associated with
chemotherapy).[12]

Constipation

Normal frequency of bowel motions varies and normal defecation requires a number
of factors:[12, 17, 18]
n

A diet adequate in fibre and fluid

n

Normal peristalsis

n

Adequate power in the abdominal and pelvic musculature

n

Normal rectal and perianal sensation

n

Mobility.

For people with a life-limiting illness, one or many of these factors may be missing.[12]
Constipation is exacerbated by opioids and anticholinergic drugs which are
commonly used in palliative care; however, the cause of constipation is usually
multifactorial.[12, 19, 20]
Bowel Obstruction

Bowel obstruction is common. Obstruction can be from: [12]
n

Intrinsic causes (eg, colon primary)

n

Extrinsic compression (eg, pancreatic cancer)

n

Peristaltic dysfunction (eg, due to ovarian cancer).

The clinical picture of malignant bowel obstruction depends on the level of
obstruction. Bowel obstruction can also be due to a nonmalignant cause such as
adhesions or twisting.[12]
Dyspnoea
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Dyspnoea (shortness of breath) is a subjective, multidimensional experience of
breathing discomfort.[21] People with dyspnoea often report feeling like they are:[22]
n Suffocating
n

Short of breath

n

Unable to get a breath

n

Drowning.

Symptom

Key Points

Cough

Cough can be a very distressing and exhausting symptom for a person with a lifelimiting illness. Common causes include:[22]

Neurological and
neuromuscular
symptoms

Psychological
symptoms

n

Concurrent illnesses (eg, asthma, chronic obstructive pulmonary disease,
congestive heart failure)

n

Respiratory infections, which may or may not be related to the life-limiting illness

n

Aspiration due to uncoordinated swallowing

n

Recurrent laryngeal nerve palsy causing a ‘bovine’ cough and associated hoarse
voice

n

Superior vena cava obstruction

n

Pleural effusion

n

Lung cancer or lung metastases causing airway irritation.

A person with a life-limiting illness can experience neurological and neuromuscular
symptoms due to their illness, treatments, the adverse effects of medication or
concurrent illness. These include:[22, 23]
n Headaches
n

Illness-related nerve damage

n

Sensory dysfunction

n

Dizziness

n

Ataxia

n

Seizures

n

Movement disorders

n

Myopathy

n

Muscle cramps and spasms.

Common psychological symptoms in palliative care include:[24]
Distress

n
n

Depression

n

Anxiety

n

Suicidal ideation

n

Delirium

n

Sleep disturbance

n

Alcohol and other drug problems.

Sleep concerns

75–90% of people affected by life-limiting illness report sleeping concerns[25]
including insomnia and poor quality sleep (difficulty going to sleep, early waking and
sleep not feeling refreshing).[26, 27] Sleep concerns can also affect the person’s family
and carers, and contributes to the burden of caregiving.[26]

Dermatological
symptoms

Dermatological concerns occur frequently in life-limiting illness and include:[28]
n

Itching

n

Sweating

n

Skin infections

n

Pressure injury.

Itch and sweating can be particularly troublesome and further reduce quality of life
for a person with a life-limiting illness.[29]
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Case study
Consider these common symptoms
in relation to Herbert.

 erbert’s story –
H
Introduction

Herbert and his wife are self-funded
retirees who spend their winter in the
north of Australia to escape the cold.
On their most recent trip, Herbert noticed
he was much more tired than usual.
He had trouble catching his breath and
needed to sleep on extra pillows in order
to breathe when he was lying down.
He was diagnosed with systolic heart
failure five years ago.
People with heart failure are usually
classified according to the severity of
their symptoms. The National Heart
Foundation of Australia and Cardiac
Society of Australia and New Zealand use
the New York Heart Association (NYHA)
Functional Classification for classifying
different levels of heart failure.[30] This
classification system places people in one
of four categories based on how much
they are limited during physical activity.
[30] Herbert was initially classified as Class
II heart failure.
Herbert’s illness has been well controlled
with medication.

Thinking Points
1. What were some of the common
symptoms that Herbert reported that
led to his diagnosis?
2. Review the current guidelines on
heart failure. Outline the symptom
characteristics in each of the four
classes of heart failure.
3. Describe what is meant by
the term “multidimensional”?
How are Herbert’s symptoms
multidimensional?
4. Describe what is meant by the
term “subjective”? In what way are
Herbert’s symptoms subjective?
5. How have Herbert’s symptoms
affected his quality of life – and his
ability to function?
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Module 3

Section 2: Principles of assessment
In this section you will:
n

Understand the principles for assessing symptoms associated with life-limiting
illness

n

Consider the process for assessing palliative care symptoms.

Activity 3: Principles of assessment
Assessment is important in all healthcare;
however, impeccable assessment
is extremely important to palliative
care because of the pervasiveness
and complex nature of the symptoms
encountered. The person’s care plan,
and any changes that may occur to it, are
directly informed by comprehensive and
holistic assessments. [1]

Impeccable palliative care assessment
is: [3, 4]
n

Comprehensive

n

Delivered in a timely way

n

Documented

n

Undertaken frequently

n

Reassessed regularly, and as needed

n

Holistic (includes physical, emotional,
social, cultural and spiritual)

n

Inclusive of carers and family’s needs
(ie, family and carers should routinely
be included in assessment to ensure
that they are able to secure the
information and support they require
to meet their needs).

Impeccable assessment
A detailed clinical assessment is
essential to ascertain the likely cause
of each symptom and to develop
an individualised patient-centred
management plan. [2] Impeccable
assessment involves repeatable,
evidence-based, systematic physical and
psychosocial/spiritual assessment, leading
to early identification and the creation of
the resultant care plan. [3]

continued over page
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Activity 3: Principles of assessment continued
To undertake a comprehensive evaluation of symptoms you will need to gather data
from a range of sources, including: [2, 5]
Conversations
with the person
and their family

Physical
examination
and clinical
investigations

Observation
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Consider:
n

The person’s description of the symptom including severity
and factors that exacerbate or relieve it

n

Whether treatments (pharmacological and non-pharmacological
therapy, including complementary therapies) have already been
attempted

n

The resulting outcomes of any past treatments

n

The impact of the symptoms on the person and whether other
factors influence this impact (including psychosocial concerns)

n

The person’s understanding of their illness, prognosis
and how the symptom corresponds with these

n

What the person believes is causing the symptom

n

What is concerning the person about the symptom

n

If there are any other practical concerns that might influence
the choice of treatment, including cultural, spiritual and
geographical factors

n

The person’s current and intended place of care

n

The person’s expectations of treatment, fears and concerns
regarding their illness and their future (such as fear
of abandonment).

Consider:
n

The corresponding clinical examination findings, including
the person’s baseline and current functional status

n

Any possible clinical investigations that are required to ascertain
the cause of the symptom that will influence decision-making about
treatment options

n

Whether the possible pathophysiology and cause(s) of the
symptoms are due to illness progression, treatment, medication
or concurrent illness.

Consider:
n

How the person responds to treatment

n

Any changes in the person’s quality of life

n

How treatments affect the overall holistic condition of the person.

Thinking Points
1. Why is it important to complete
a holistic assessment rather than
focus on the physical dimensions
of care alone?

The clinical assessment can assist with
discovering: [2]
Characteristics of symptoms
Characteristics of symptoms includes:
n

Intensity

n

Location

n

Quality

n

Temporal nature

n

Frequency

n

Pattern of disability.

2. List and describe the key principles
for undertaking a multidimensional
assessment of the symptoms for
people with a life-limiting illness.
3. The palliative care physician in the
expert opinion video provides key
points on assessing symptoms for
people with life-limiting illnesses.
Compare the points made by the
palliative care physician with those
you have identified in Question 1.

Contributing factors
Different causal mechanisms can require
different management responses.
Behavioural responses

4. Review the current guidelines
on heart failure. Describe the
clinical history, assessment and
investigations you would undertake
to assess the causes and effects of
breathlessness in people with chronic
heart failure.

Behavioural responses to the symptoms
include the actions that the person
is taking to manage or cope with the
symptoms.
Meaning of the symptom
The meaning of the symptom to the
person, including beliefs about the
symptom and the effect on the person’s
physical, psychological and social
wellbeing.

 xpert Opinion –
E
Palliative Care Specialist
discusses palliative
assessment

5. How are the aetiology and
experiences of breathlessness similar
or different for people with advanced
lung cancer compared with chronic
heart failure?
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Activity 4: Assessment tools
Numerous assessment tools exist to assist
in the measurement and monitoring of
symptoms and their impact. [1] These
tools should be used appropriately and
not as a substitute for a comprehensive,
holistic assessment. Tools should be
reliable, valid, evidence-based and not
adapted to meet local needs unless they
are revalidated within that population
or setting. [2]
Using validated assessment tools
promotes: [3–6]
n

A level of security and understanding
for the person, their family and carers
that:
n

the multidimensional aspects
of symptoms are being thoroughly
considered on a regular basis

n

care is consistent and coordinated

n

A systematic approach to assessing
the multidimensional nature
of symptoms

n

A cohesive language of reporting
between health professionals, which
provides an accurate and concise
picture of the person’s symptoms
and comfort level.
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Assessment tools can be designed to:
n

Assess multiple symptoms eg, the
Symptom Assessment Scale (SAS). [7]
These tools are useful in routine
practice for screening to identify
people experiencing symptoms.

n

Identify specific needs within a domain
in order to provide relevant care/
services eg, The FICA Spiritual History
Tool. [8]

n

Guide the assessment of a specific
symptom eg, the brief pain
inventory. [9] These tools enable a more
comprehensive assessment to identify
causes and effects of individual
symptoms.

Assessment and reassessment are core elements of the person’s care
as outlined in the following figure: [6]

Approach to Assessment

Anticipate
care needs
and record

Re-assess
needs

Assess
outcome

Assess
needs

Review
Care Plan

Respond /
intervene
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Activity 4: Assessment tools
Palliative assessment tool examples
The Palliative Care Outcomes Collaboration (PCOC) is a national program that facilitates
the use of standardised clinical assessment tools to measure and benchmark outcomes
in palliative care. Palliative care assessment tools commonly used throughout Australia
are summarised in the following table:
Assessment Tool

Purpose

Palliative Care
Problem Severity
Score (PCPSS)

Clinician rated score of palliative care concerns that provides
a summary measure of concerns in four domains: pain, other
symptoms, psychological / spiritual and family / carer. [10]
https://ahsri.uow.edu.au/pcoc/assessment-tools/index.html

Symptom Assessment The SAS is rated by the person with a life-limiting illness, rather
Scale (SAS)
than a clinician. It assesses the degree of distress relating to
seven common symptoms and identifies the person’s priorities
relating to specific symptoms. [7, 11]
https://ahsri.uow.edu.au/pcoc/assessment-tools/index.html
Functional
Assessment in
Palliative Care (RUGADL)

This four-item scale measures motor function with activities
of daily living: bed mobility, toileting, transfer and eating.
Assessment is based on what the person does, not what they are
capable of doing. It provides information on functional status,
the assistance the person requires to carry out these activities
and the resources needed for their care. [12]
https://ahsri.uow.edu.au/pcoc/assessment-tools/index.html

Australia-modified
Karnofsky
Performance Status
(AKPS)
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The AKPS is a single score between 10 and 100 assigned by a
clinician based on observations of a person’s ability to perform
common tasks relating to activity, work and self-care. [12]
https://ahsri.uow.edu.au/pcoc/assessment-tools/index.html

Thinking Points
1. What can the Symptom Assessment
Scale (SAS) and Palliative Care
Problem Severity Score (PCPSS) tell
us about Herbert’s breathlessness?
n

Comment on whether these tools
assess the multiple dimensions
of the symptom

n

Comment on how these tools
assess the individual’s experience
of the symptom

n

What advantages and limitations
would these assessment tools
have in practice? Provide reasons
for your answer.

2. What assessment tools can you use
to assess a person’s psychological
wellbeing?
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Activity 5: Symptom
assessment
Case study
In Herbert’s story, he was introduced as a
self-funded retiree with heart failure that
had progressed and had been reclassified
from Class II to Class lll Heart Failure. It
has been six months since he was told
that his heart failure was progressing.
His heart failure continues to worsen and
he is upset that it is stopping him from
spending time with his friends and doing
what he enjoys.
He is particularly bothered by his fatigue
and his breathing difficulties. As part of
his assessment, Herbert is asked about
his appetite. He states that he has a poor
appetite and that although he tries to eat
he feels that there “isn’t much pleasure in
it anymore”.
As you watch the video, consider
the physiological, psychological and
environmental factors that may contribute
to Herbert’s symptoms.

 erbert’s Story –
H
Six months later
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Thinking Points
1. What observations did you make
from the video that indicate
deterioration in Herbert’s illness?
2. Consider Herbert’s experience with
his illness over the past six months:
n

In what ways is this consistent,
or not, with evidence-based
literature about heart failure
progression

n

What factors have influenced
Herbert’s illness trajectory?

3. What are the common symptoms
or clinical concerns that he may now
be experiencing with class III heart
failure?
4. What are Herbert’s psychosocial
needs likely to be now that his illness
is deteriorating?
5. Consider Herbert’s illness and review
the pathophysiology of two of the
following:
n

Fatigue

n

Loss of appetite

n

Breathlessness.

Within your answer outline how
these symptoms are impacting on his
quality of life.

Module 3

Section 3: Evidence-based symptom management
In this section you will:
n

Examine the key components of palliative symptom management

n

Explore how to deliver appropriate interventions for the symptoms of a person
with a life-limiting illness aligned to their goals of care.

Activity 6: Principles of palliative symptom management
In order to be person-centred, any
approach to symptom management
must take into account the wishes of
the person and the goals they want to
achieve. [1] These goals can range from
the person wishing to maintain and
improve functional levels, return to work,
go to a family wedding or other social
event, or wishing to be cared for at home
when required. [2] Throughout their illness
goals may need to be adjusted to cater
for deterioration or increased symptom
burden.

Effective management typically
requires: [7, 10–12]
n

An integrated approach that involves
holistic, multidimensional symptom
assessment and management.
For example, pain management
can include both opioid analgesia
and relaxation strategy education
to manage the anxiety related to
uncontrolled pain.

n

A targeted approach that is directed at
specific causal mechanisms and factors
contributing to the concern. For
example, different pharmacological
agents may be needed to target
different mechanisms or types of pain.

n

A tailored approach that is suitable
for the person’s unique circumstances,
beliefs and preferences. For example,
people who do not have caregivers
or adequate financial resources often
require additional support from the
interdisciplinary healthcare team.

Comprehensive symptom management
The person’s goals of care help to inform
the overall management plan. [1, 3–5]
Comprehensive symptom management
involves: [1, 2, 6–9]
n

A thorough, holistic assessment

n

Identification of appropriate
interventions

n

Implementation of the interventions

n

Ongoing evaluation of outcomes of
the interventions.
continued over page
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Activity 6: Principles of palliative symptom management
continued
Comprehensive symptom management is achieved through: [1]
Setting a
management plan
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n

Develop a personalised symptom management plan that
includes the person’s goals of care

n

Ensure that all options presented to the person are evidencebased and best practice

n

Outline benefits and burdens of treatments from the person’s
perspective

n

Consider illness-modifying treatment for progression
of underlying life-limiting illness if it is contributing to symptoms
and treatment is appropriate

n

Treat potentially reversible concurrent illness if it is contributing
to symptoms and treatment is appropriate, including
non-pharmacological and pharmacological therapies

n

Consider the most appropriate and least burdensome route
of administration when prescribing drug therapies. When
possible, the oral route is preferred however alternate routes
may be considered

n

Address social, spiritual, existential, cultural and geographical
concerns that may contribute to symptom presentation
or management

n

Use anticipatory care planning and prescribing that takes into
consideration:
n

Expected worsening of symptoms

n

Development of possible new symptoms

n

Development of symptoms that may occur as a crisis
or an acute terminal event

n

The person’s wishes expressed in their Advance Directive,
if they have one.

Implementing the
management plan

Monitoring the
management care
plan

n

Clearly document and communicate the proposed care plan
and the role of the person, their family and carers

n

Ensure that the care plan is flexible and responsive to the
person’s changing needs and priorities throughout their illness

n

Discontinue any treatments / medications that may be causing
or exacerbating the symptom(s)

n

Provide the person with written details for whom to contact
or how to seek medical assistance if:
n

symptoms worsen or do not improve

n

other concerns occur

n

Provide the person with a copy of the management care plan
so that they can more easily communicate their goals and health
history with other care providers.

n

Use psychological and emotional support to assist the person
(and their family and carers) to cope with symptoms

n

Be prepared for change. Many palliative illnesses progress
quickly and extreme situations of distress can require rapid
changes to management plans.

n

Adopt a proactive approach – ongoing monitoring,
reassessment and re-evaluation of the symptom management
plan will be required throughout the person’s illness

n

Plan when the person will be followed up and ensure that they
know when, by whom and where they will be reviewed

n

When reviewing the person and their management plan,
be thorough and pay attention to details of the presenting
symptom(s) and any new concerns or symptoms

n

If a symptom does not improve, review and update
the management plan

n

Highlight small improvements

n

Be prepared to adjust management plans to suit responses
to treatment, specialised needs or deterioration.
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Activity 6: Principles
of palliative symptom
management continued
Managing specific symptoms
Clinical evidence summaries informing the
assessment and management of specific
symptoms occurring in palliative care can
be found on the CareSearch website.
n

Pain

n

Fatigue

n

Gastrointestinal symptoms including
appetite problems, constipation
and nausea

n

n

n

Respiratory symptoms including
dyspnoea, cough, haemoptysis,
obstruction and respiratory secretions
Sleeping problems including insomnia
and poor sleep quality
Psychological symptoms including
anxiety, depression, delirium
and suffering

Thinking Points
1. In the first video, Herbert states:
“I’ve got a lot of living to do.” What
does this statement indicate about
his goals of care?
2. Describe what is involved in
developing a comprehensive
symptom management plan.
3. How can you ensure that the goals
of care are included in the symptom
management plan?
4. Referencing CareSearch, investigate
two symptoms of your choice using
the following headings:
n

Underlying causes

n

Effects on emotional, social
and spiritual wellbeing

n

Evidence supporting
pharmacological interventions

n

Evidence supporting nonpharmacological interventions

n

Monitoring the effectiveness
of interventions.

5. How can you ensure that the
palliative interventions for these
symptoms are:
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n

Holistic

n

Integrated

n

Targeted

n

Tailored to the person?

1.

Therapeutic Guidelines Ltd, Principles of symptom management in palliative care. 2018: Melbourne.

2.

CareSearch. Symptom Management at the End of Life. Clinical Evidence 2018 [cited 2019 February 02];
Available from: https://www.caresearch.com.au/caresearch/ClinicalPractice/Physical/EndofLifeCare/
SymptomManagementattheEndofLife/tabid/741/Default.aspx.

3.

Schellinger, S.E., et al., Patient Self-Defined Goals: Essentials of Person-Centered Care for Serious Illness.
The American journal of hospice & palliative care, 2018. 35(1): p. 159-165.

4.

Lum, H.D. and R.L. Sudore, Advance Care Planning and Goals of Care Communication in Older Adults with
Cardiovascular Disease and Multi-Morbidity. Clinics in geriatric medicine, 2016. 32(2): p. 247-260.

5.

You, J.J., et al., Just ask: discussing goals of care with patients in hospital with serious illness. CMAJ :
Canadian Medical Association journal = journal de l’Association medicale canadienne, 2014. 186(6): p. 425-432.

6.

International Association for the Study of Pain. IASP Terminology. 2018 2018 [cited 2018 8/10/2018]; The following
pain terminology is updated from “Part III: Pain Terms, A Current List with Definitions and Notes on Usage”
(pp 209-214) Classification of Chronic Pain, Second Edition, IASP Task Force on Taxonomy, edited by H. Merskey
and N. Bogduk, IASP Press, Seattle, ©1994.]. Available from: http://www.iasp-pain.org/Education/Content.
aspx?ItemNumber=1698.

7.

CareSearch. Assessment Tools. Patient Management 2017 [March 27, 2017 ]; Available from:
https://www.caresearch.com.au/caresearch/tabid/748/Default.aspx.

8.

Network, H.T.P. Symptom Management. 2018 [cited 2018 August 8, 2018]; Available from:
http://www.supportivepalliativecare.com/Pages/Symptom-Management.aspx.

9.

CareSearch. Symptom Management. Clinical Evidence 2018 [cited 2019 February 14]; Available from:
https://www.caresearch.com.au/caresearch/tabid/1466/Default.aspx.

10. World Health Organization. Definition of Palliative Care. 2017 [cited 2017 March 13]; Available from:
http://www.who.int/cancer/palliative/definition/en/.
11. World Health Organization, WHO recommendations for clinical mentoring to support scale-up of HIV care,
antiretroviral therapy and prevention in resource-constrained settings, D.o. HIV/AIDS, Editor. 2005: Geneva.
12. Aranda, S., A framework for symptom assessment, in Palliative Care Nursing: A Guide to Practice, M. O’Connor
and S. Aranda, Editors. 2003, Ausmed Publications: Melbourne.
PCC4U Implementation Guide I Learning Resource I 2020 155

Activity 7: Herbert’s illness
progresses
Herbert’s heart failure continues
to progress. He has been admitted
to hospital with pulmonary oedema.
While in the hospital, his cardiologist
refers him to the local specialist palliative
care team.
Herbert discusses some of his main
symptoms with the palliative care
physician who introduces possible
interventions for managing these
symptoms.

 erbert’s Story –
H
His Illness progresses

Thinking Points
1. What symptoms does Herbert
describe?
n

What are some of the causes
of these symptoms?

n

What are his treatment goals?

2. The palliative care physician
recommends both pharmacological
and non-pharmacological
interventions for managing Herbert’s
breathlessness. Identify the
supporting evidence and the likely
mechanism of action for the following
interventions:
n

Opioids

n

Relaxation

n

Fans

n

Activity pacing

n

Oxygen therapy.

3. Herbert expresses some concern
about taking morphine for his
breathlessness.
n

Was the physician’s response
adequate? Provide reasons
for your answer.

n

What further suggestions do you
have for addressing personal
concerns about palliative
treatments?

4. What other pharmacological agents
should be considered to treat
Herbert’s breathlessness? Provide
a rationale for your answer.
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 ctivity 8: Expert
A
opinion – Palliative Care
Specialist discusses
palliative symptom
management
Thinking Points
1. Make a list of the key principles
of palliative symptom management
that you have learned in this section
of the module.
2. Watch the video of the palliative
care physician. The palliative care
physician provides key points on
managing symptoms for people
with advanced symptoms. Compare
the points made by the palliative
care physician with those you have
identified.
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Module 3

Section 4: Applying symptom assessment
and management – Pain
At the end of this section, you should be able to:
n

Describe the impact of pain on people with life-limiting illnesses

n

Apply evidence-based palliative care assessment and management
strategies to pain.

Activity 9: Assessing and managing pain in palliative care
This activity is designed to help you apply
the principles of palliative care symptom
management to a specific symptom: pain.
Pain occurs in over 50% of people
with advanced cancer and can be a
significant symptom for people with
other nonmalignant life-limiting illnesses.
It can be due to a life-limiting illness,
its treatment, resulting debility or a
comorbid illness. [1, 2]
Pain is a personal experience,
occurring when and where the
person says it does.
Therapeutic Guidelines [2]
Not all people experience pain – however
many people are afraid of pain because
they worry that pain cannot be controlled
or that they will experience negative side
effects from its treatment. [3]

n

Physical examination and clinical
investigations

n

Observation.

The assessment process should help
determine: [2, 6]
n

How the person is managing their pain

n

The impact of pain

n

Pain quality

n

Personal pain knowledge.

Pain assessment tools enable ongoing
assessment of symptoms from the
person’s perspective. Pain severity
scales offer a subjective measure of pain
intensity and can be used to: [7]
n

Guide prescribing decisions

n

Monitor the person’s response
to interventions

n

Adjust interventions (if required).

Effective pain management requires
appropriate clinical assessment to
formulate a management plan. [2] As
with the assessment of other palliative
symptoms, this process should include: [4, 5]
n

Conversations with the person and
their family
continued over page
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Activity 9: Assessing and managing pain in palliative care
continued
Scales for measuring pain severity
include: [7]
n

Categorical or verbal descriptor scales
(using descriptors such as no pain,
mild, moderate, severe, worst ever
pain)

n

Numbered scales (0 to 10, 0 to 100)

n

Visual analogue scales (simple lines
with word anchors at each end)

n

Faces pain scales (for people who are
unable to use other scales).

Pain management plan
The pain management plan is informed
by the person’s expectations for pain
management and goals of care. [2, 6, 8, 9] Pain
management approaches may need to be
balanced against the person’s goals and
preferences. [6]
A systematic approach to developing
a comprehensive and individualised
management plan considers: [6]
n

What is the nature, severity and
cause of the pain(s) this person is
experiencing

n

What medications are most likely to
manage this person’s pain

n

n

n

What non-pharmacological measures
might help relieve this person’s pain
Are there any personal or other
practical concerns that might influence
the management approach
Can pharmacological and nonpharmacological interventions be
introduced one at a time, or should
they be introduced simultaneously
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n

What routes of drug administration
are appropriate and possible for this
person

n

What actions are required to ensure
the medications are available and
administered to this person in the
appropriate manner

n

What information and education does
this person, their family, carers and
other healthcare providers need

n

What alternatives can be considered if
the initial plan is not successful?

Supporting self-management
People with pain should be provided with
verbal and written information on pain
and its management, including: [1]
n

Causes and factors contributing
to pain

n

Common experiences of pain
(eg, onset, timing)

n

Effective therapies (including
pharmacological and nonpharmacological management
strategies and illness modification
therapies (eg, radiation therapy)

n

Side effects of therapies/medicines
and how to prevent or manage them

n

Potential concerns (eg, mixing with
alcohol, driving)

n

Ways to ensure that people have
adequate access and supply to
prescribed opioids

n

n

n

How to work with health professionals
to achieve the best pain control
possible (eg, the importance of
reporting rather than concealing pain,
side effects and other concerns about
medication)
Common attitudes and beliefs that
may prevent people with life-limiting
illnesses from receiving effective pain
control (eg, fears that opioids are
addictive and used only at the endof-life, and that people will develop
tolerance over time requiring dose
escalation)
When to seek help (eg, if vomiting
and unable to keep down fluids for
one day, bowels not open 3 days,
new pain, change in pain or pain not
relieved by medication, difficulty
waking the person from sleep during
the daytime, confusion, difficulty
accessing the medications).

Include the person’s family, carers and
significant others in education about
pain and its management including the
benefits and risks of opioid medicines.
(People with life-limiting illnesses,
their families and health professionals
commonly have concerns about addiction,
tolerance and dependence that are
disproportionate to the risks). [1]

Pharmacological approaches
The choice of analgesic medications for
a person with a life-limiting illness should
be based on the type and severity of pain.
Take into account: [6]
n

The individual needs and illness
requirements of the person

n

Any specific conditions which impact
metabolism of medication (eg, kidney
or liver dysfunction)

n

The potential for adverse effects and
the outcome for the person

n

The person’s complete medication list
– as they may be taking preparations
from multiple prescribers, alternative
therapists or purchased over-thecounter.

Key pharmacological options include:
n

Paracetamol

n

Nonsteroidal anti-inflammatory drugs

n

Opioids

n

Methadone.

The oral route is preferred. The
transdermal / subcutaneous route
of administration can be considered
as an alternative to oral administration,
if required. [1]
Suggested resources:
n

Centre for Palliative Care Research
and Education (CPCRE). Guidelines
for subcutaneous infusion device
management in palliative care (second
edition, updated 2010)

n

CareSearch. Syringe Drivers
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Activity 9: Assessing and managing pain in palliative care
continued
Non-Pharmacological approaches
When used in conjunction with
conventional medicine, nonpharmacological approaches can be
effective. People may use complementary
therapies to gain a therapeutic response
and a sense of control. Complementary
therapies work by modifying the sensory
input or altering the brain’s perception
of pain. [10]
Non-pharmacological approaches
include: [1]
n

Referral to a physiotherapist for
assessment of functional ability
and potential suitability of nonpharmacological pain management
strategies

n

Support for any psychosocial and
spiritual concerns identified during
comprehensive assessment

n

Referral to an occupational therapist
for assessment and management

n

Referral to a clinical psychologist for
psychological therapies and support:

n

n

Cognitive–behavioural therapy

n

Relaxation techniques

n

Distraction techniques

n

Guided imagery therapy /
hypnosis.

Music therapy – either pre-recorded
or with a music therapist
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n

Complementary therapies,
including: [11–14]
n

Bed / bath / walking aids

n

Heat / cold therapy

n

Massage

n

Transcutaneous electrical nerve
stimulation (TENS)

n

Reflexology

n

Reiki

n

Relaxation.

When complementary therapies like
herbs or supplements are taken orally,
topically or by some other route, it is
important to consider the possibility of
pharmacological interactions and side
effects. [8]
Case study
In the video Bassam’s Story from Palliative
Care Australia, Bassam shares his story
about being diagnosed with terminal
cancer and his experience with palliative
care and pain.
After being told that his cancer was
incurable, Bassam tried different medical
trials to ease his pain and discomfort –
unfortunately with little success. Bassam
chose to access palliative care to manage
his emotional and physical needs –
including his pain.

Thinking Points
Watch the video and answer the
following questions:
1. Complete the following pain
assessment table for Bassam:
Characteristics of symptoms
How does Bassam describe his
experience with pain?
How does Bassam differentiate
between physical and
psychological pain?
Contributing factors
What contributes to Bassam’s pain?
Behavioural responses

3. What sources of comfort does
Bassam use to help relieve his pain?
4. How would you use a physical
assessment to help understand
Bassam’s pain?
5. Why is the oral route the preferred
method for analgesics?
6. What are the indications for the
subcutaneous route?
7. Why is it important to consider using
complementary therapies to address
pain?

How is Bassam affected by his
pain?
Meaning of symptoms
How would you assess the meaning
of the symptoms to Bassam?
2. Bassam knows that he’s dying and
appears to draw comfort from
being able to “live out his last days
in peace”. How can a person’s
perceptions and views about
their circumstances influence how
they experience and respond to
symptoms?
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Module 3

Section 5: Reflections on what you have learnt
It is essential for all healthcare professionals to develop the capacity for reflection
and self-evaluation of their professional and personal experiences, and to consider
how this can impact on themselves and others.
Consider the module you have just completed and reflect on the following
questions to assist with your ongoing development:
1. What key points have you learnt from the activities in this module that will help
you in providing care for people with life-limiting illnesses and their families?
2. What specific strategies do you plan to incorporate as a graduate healthcare
professional?
3. Do you see any difficulties using what you have learnt here as part of your
practice as a healthcare professional? If so, what strategies would you use to
address these difficulties?
CONGRATULATIONS. You have now completed Module 3 of PCC4U, you should
now be able to:
•

Explain the principles for assessing and managing common symptoms
and health concerns associated with life-limiting illnesses

•

Summarise evidence-based pain assessment and management strategies
relevant to your profession.

PCC4U Implementation Guide I Learning Resource I 2020 165

Transcript Module 3

Palliative assessment and intervention

Herbert’s Story
Herbert’s Story –
Introduction
1 min 37 sec
We just got back from our holiday up
north; it was earlier than we had planned
because when we were travelling I
was much more tired than usual. I was
struggling to get my breath even when
I wasn’t doing very much. I’ve had heart
problems for years and had a heart attack
when I was 55, too much pressure in my
job in the bank, after that they told me
that I had high blood pressure, that I had
to take things easy, change my diet and
get a bit more exercise. Despite that the
damage must’ve been done because
two years into retirement I had another
problem, they said it was heart failure.
Now I’ve always known that apart from a
heart transplant that might happen one
day. You’ve got to live a little differently,
so I don’t overexert myself, and I’ve got a
lot of living to do.
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Herbert’s Story – Six months later
2 min 28 sec
Nurse: Bert can you just tell me how
you’ve been feeling the past few days?
Herbert: Not good really, I was better a
few days ago, but today not right.
Nurse: That doesn’t sound good, can
you tell me a bit more about what’s been
happening?
Herbert: Well it’s this damn breathing
really. I can’t move around the house
without puffing, like a steam train. Like
I’ve run up a flight of stairs or something.
Of course I haven’t but I might’ve just got
up to go to the toilet or something like
that.
Nurse: So when you sit back down again,
how long does it take you to catch your
breath?
Herbert: I try and tell myself breath in
and out slowly; one of the physios told me
to do that. Partly my own fault, sometimes
I try to do too much. Starts off okay, then
it catches up with me.
Nurse: It’s going to be important to pace
yourself and so we’ll need to look at some
ways in which you can conserve your

breathing and conserve your energy.
Is there anything that makes you feel
better or worse?
Herbert: Most activity really. I’m mostly
better sitting down doing nothing, but
I find it very hard to do that. Tired, I’m
always tired; I go to bed at night, I’m
tired. I get up in the morning I’m tired. It’s
not the sort of tired that sleep seems to
do anything for, so frustrating. I’m a man
of action. Sitting around doing nothing,
drives me mad.
Nurse: That sounds pretty rough. It’s
fairly common for people with heart
failure to have feelings of overwhelming
tiredness. How’s your appetite going?
Herbert: Poor appetite really, I drive
Molly nuts. She tries really hard to
accommodate what I feel like eating;
but it’s partly my own problem. I used
to be a meat and potatoes man, now
I’m just having snacks. I make myself eat
sometimes because of the diabetes but
there’s not much pleasure in it anymore.
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Herbert’s Story – His illness progresses
2 min 16 sec
Doctor: Could you tell me about the main
problems you’ve been having, the main
symptoms over the last few weeks?
Herbert: Yes, well I feel pretty low, my
heart isn’t doing it’s job. If I try to do too
much I have difficulty catching my breath.
I’m starting to lose weight too, because
eating isn’t much fun anymore, but
breathing is the main problem. And well,
last week I ended up in here.
Doctor: What about energy levels, can
you do everything you want to do?
Herbert: Not really, I feel pretty tired all
the time.
Doctor: Let’s talk more about your
breathlessness then. Specifically, is there
anything that makes it better or anything
that makes it worse?
Herbert: No, it’s often there, even when
I don’t do too much; but it’s much worse
when I try to do things or try to walk.
Doctor: I know the nurses have given you
the breathing exercises, and they can be
very useful. The physiotherapist will come
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along and help you do those. The other
thing of course is morphine. There are lots
of studies now that show morphine can
help considerably with breathing, we’re
not sure how it works but it does seem
to help patients manage their breathing
more and it reduces the sensation of
breathlessness. So I would really advise a
bit of morphine to see how it goes.
Herbert: I didn’t know morphine was the
thing to take for breathlessness. Isn’t that
addictive?
Doctor: Everyone worries about that, but
when we use it in specific situations like
this addiction isn’t a problem. Addiction
tends to be a problem when people are
using it for psychological reasons or for
‘kicks’ so to speak. We have no difficulty
getting people off morphine, but most
people stay on it because they find it so
useful for their breathing.
Herbert: Oh... (trails off)

Module 4

Optimising function in palliative care

The World Health Organization (WHO) defines health as not merely the absence of illness or infirmity, but
a state of complete physical, mental and social wellbeing. [1] Within palliative care, the absence of illness
or infirmity are no longer the focus of treatment. [2] Ensuring optimal quality of life by optimising function –
encompassing physical, spiritual, psychosocial and cultural functioning – becomes the main goal. [2, 3]
Overview
Module 4: Optimising function in palliative care will help you develop your understanding of how
to provide support for people affected by life-limiting illness to live as fully as possible, for as long
as possible. In particular, it focuses on issues of loss, establishing goals of care and understanding the
effect of caregiving.
Aims and objectives
After completing this module, you should be able to:
•

Recognise the different responses and emotions of people affected by life-limiting illnesses

•

Discuss strategies for facilitating collaborative decision-making on care goals with people with
life-limiting illnesses and their families

•

Identify interventions that will optimise physical, psychological and social function for people with
life-limiting illnesses and their families

•

Analyse the effect of caregiving on the networks of people who support people with life-limiting
illnesses.

PCC4U Implementation Guide I Learning Resource I 2020 169

Module 4

Optimising function in palliative care
SECTION

ACTIVITY

VIDEO

1

Living with a life-limiting illness – experiencing
loss

1. Responses to losses
2. Bob’s Story

2 min 27 sec

Goals of care

3.
4.
5.
6.

2

3

4

5

Optimising physical and social function

Supporting communities and carers

Goals of care
Bob’s story: Three months later
The role of family meetings and goals of care
Advance care planning and goals of care

1 min 11 sec

7. Assessing and maintaining function
8. Role of allied health professionals in supporting
function

1 min 42 sec

9. Optimising community care
10. Carer needs
11. Bereavement

5 min 16 sec

Reflections on what you have learnt

1.

World Health Organization. Constitution of WHO: Principles. 2018 [cited 2018 June 25, 2018]; Available from: http://www.who.int/about/
mission/en/.

2.

Rome, R.B., et al., The Role of Palliative Care at the End of Life. The Ochsner Journal, 2011. 11(4): p. 348-352.

3.

Palliative Care Australia. National Palliative Care Standards. 2018; 5th Edition: Available from: http://palliativecare.org.au/standards.
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Module 4

Section 1: Living with a life-limiting illness –
experiencing loss
In this section you will:
n

Learn about loss and how it affects people in different ways

n

Explore alternative methods of assisting people who are experiencing loss.

Activity 1: Responses to losses
Loss is a universal aspect of life-limiting
illness. People affected by life-limiting
diagnosis face enormous alterations and
challenges to many aspects of their lives,
including the loss of: [1–7]
n

Health

n

Function

n

Mobility

n

Body image

n

Independence

n

Self esteem

n

Legacy

n

Dreams and ambitions

n

Hope

n

Life expectancy and impending death.

Common psychosocial responses
to loss include: [5–9]
n

Sadness

n

Anger

n

Fear

n

Distress

n

Despair

n

Disbelief

n

Anxiety

n

Guilt

n

Worrying thoughts

n

Sleep disturbances

n

Social withdrawal

n

Decreased ability to maintain
an organised lifestyle.

These responses can occur at diagnosis,
with the onset of a new symptom, as the
person experiences other changes as their
illness progresses or at any time during
their illness. [8, 10]
continued over page
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Activity 1: Responses to
losses continued
When people are helped to express their
grief, at the real losses that have occurred
at an early stage of their illness, they are
more likely to be able to cope effectively
when they are faced with the next set
of losses. [8, 11–13] People who are helped to
express their grief are more able to cope.
Losses can become a source of fear when
support is not provided.
People with life-limiting illness can fear
for their dependents as well as: [9, 12–14]
n

Separation from loved ones, homes,
employment, etc

n

Becoming a burden to others

n

Loss of dignity

n

Losing control

n

Pain or other worsening symptoms

n

Being unable to complete life tasks
or responsibilities

n

Dying

n

Being dead.

Fear can result in physical symptoms. [13]

Thinking Points
1. Write a short paragraph describing
a situation where you have
experienced loss. It could be the loss
of a relationship, object or the ability
to do something you were once able
to do. Within your response answer
the following questions:
n

How did the loss make you feel
(Consider both the physical
and emotional responses you
experienced)?

n

What strategies did you use
to manage your feelings?

n

Has thinking about this loss
triggered any uncomfortable
feelings or emotions? If so,
what has led you to respond
in this way?

2. How has reflecting on your own
experience of loss helped you
to empathise with the losses
experienced by a person with
a life-limiting illness?
3. How can you assist a person with
a life-limiting illness to manage
the grief and fear that they can
experience after a diagnosis?

Please talk to your facilitator, lecturer or friends after this activity if you need
to discuss any concerns, thoughts or feelings that you may have. Refer to the list
of resources on the Beyond Blue website for other sources of support.
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Activity 2: Bob’s Story
Bob and his wife Margaret have two
children – two girls aged 24 and 27 – who
live in the same city as Bob and his wife.
Bob was diagnosed with Motor Neurone
Disease 12 months ago. He was working
as an electrician but was forced to retire
when he was diagnosed.
In the following video, Bob talks about
how he has adjusted to his diagnosis and
the loss that he has experienced.

 ob’s story –
B
Introduction
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Thinking Points
1. What types of loss does Bob discuss?
2. How did he react to these losses?
3. Refer to the MND Australia
publication, Motor neurone disease
aspects of care for the primary health
care team. What other forms of loss
is Bob likely to face as his illness
progresses?
4. How did Bob respond to other
people’s reactions to his situation?
5. Bob states that he found it hard
because ‘everybody seems to be an
expert on what you should be doing’.
What strategies can healthcare
professionals use to:
n

Understand the experience,
preferences and goals of the
person with a life-limiting illness

n

Establish effective partnerships
with them and their caregivers?

Module 4

Section 2: Goals of care
In this section you will:
n

Learn about the importance of individual goals of care

n

Learn about how advance care planning can support a person to communicate
their goals of care when they lose capacity.

Activity 3: Goals of care
End-of-life goal setting is a key palliative
care skill. Discussions to establish goals of
care ideally begin soon after the diagnosis
of a life-limiting illness. [1] This requires
good communication skills (See Module
2) and for health professionals to work
with the person to develop goals of care
that target individual needs, values and
preferences.
continued over page
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Activity 3: Goals of care continued
The process of establishing goals of care involves: [2–12]
Listening and
enquiring

Checking and
clarifying

Documentation

Determine the person’s level of understanding and reactions to their
situation and prognosis. Asking open questions can be helpful
to understand personal goals and preferences:
n What is your understanding of where you are with your health
n

What are your worries for the future

n

What are your hopes and priorities

n

What are you willing to sacrifice, and what are you NOT willing
to sacrifice?

Goals are likely to change as the person’s illness progresses.
It is important to state your understanding of their goals and compare
this with how they see their situation:
n

What I am hearing is that you feel … and would prefer ...
Is that what you meant

n

Thanks for clarifying that. Is there anything you think I have missed?

A palliative care plan involves documenting and sharing an agreed plan
of care for a person with a life-limiting illness. It is not a specific tool
although many organisations have specific care plan templates which
are used for this purpose. A clearly documented palliative care plan:
n

Ensures the relevance, continuity and success of a coordinated
multidisciplinary approach to care across all care settings

n

Articulates how the team will work together to provide the best care

n

Helps the team to anticipate and accommodate evolving needs
and preferences of the person with a life-limiting illness.

This documentation should be shared with the person, their family and
all relevant healthcare professionals.
A comprehensive palliative care plan
includes: [4, 11–15]
n

Details of who participated
in planning (ensure that the person
with the life-limiting illness and/or their
decision-maker were included)

n

Contact details for the key coordinator(s)
of care

n

Clearly defined goals and responsibilities

n

Evidence of ongoing, holistic assessment
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n

Consideration of all domains of care
(physical, social, emotional, cultural
and spiritual)

n

Plans for multidisciplinary involvement

n

Details on how the plan will be shared
and re-evaluated

n

Links to relevant documentation
(ie, advance care plan)

n

Planning for expected events
and changes.

Related links
Dr Atul Gawande, an advisor to ‘The
Conversation Project’ has stated that,
‘Our ultimate goal after all is not a good
[12]
death, but a good life to the very end’.
The Dying to Talk Discussion Starters are
a suite of tools developed by Palliative
Care Australia to support these important
conversations.

Thinking Points
1. How can you determine a person’s
goals of care and care preferences?
2. How would you as a healthcare
professional respond to the following
situations:
n

The person’s goals are not
consistent with their prognosis

n

Their care goals conflict with the
goals and wishes of their family?

3. In what ways can culture and beliefs
influence personal goals and
preferences for care?
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Activity 4: Bob’s story:
three months later
Bob’s illness has progressed over the last
three months. He has severe weakness in
his arms but is still able to walk around.
He has been referred to a physiotherapist
and occupational therapist to determine
what can be done to improve his physical
and social functioning. The occupational
therapist visits him at home to discuss
potential modifications to his house.

Bob’s Story –
Three months later
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Thinking Points
1. Provide a detailed description of how
you would determine Bob’s goals of
care?
2. Bob talks about the benefits of the
wheelchair and the seat over the bath
but doesn’t wish to go ahead with
any major house modifications at this
stage. Discuss the following:
n

His reasons for delaying the
bathroom modifications

n

Healthcare professional responses
to situations where a person with
a life-limiting illness has different
opinions about recommendations
for care.

Activity 5: The role of family meetings and goals of care
Goals of care are often established in a
structured meeting with the person with
a life-limiting illness, their family and all
relevant healthcare providers. [1, 2] These
meetings provide an opportunity to express
and share concerns, questions and feelings
within a safe and structured environment. [3]
The aim of the family meeting is to ensure
everyone is ‘on the same page’ to achieve
the best outcome for the person with a lifelimiting illness. Discussions can involve: [2–5]
n

Establishing, clarifying and reviewing
goals of care

n

Provision of information and resources

n

Supports that are in place for the person
with a life-limiting illness and their family

n

Explanation of care pathways and
different strategies of care available
to both the person and their family.

Since the person’s needs, goals and
priorities can change as they deteriorate
– or due to changes in their attitude
or situation – it is essential that these
conversations are revisited.
Family meetings: [3, 5, 6]
n

Require a skilled facilitator

n

Are based on family need

n

Promote a proactive approach to care

n

Can provide a clearer picture of the
goals of care

n

Are mutually beneficial to all
stakeholders.

Family meetings are documented in the
clinical record to maintain communication
among health professionals. Record who
attended and provide a clear summary of
significant conversations and decisions.

Family meetings are not:
n

A platform for clinical debate about
a person’s illness

n

A tool saved for crisis situations only.

When supporting the family, it is
important to remember that some family
members: [5–7]
n

Will not be able to make decisions
because of their current level of grief
or shock

n

Do not always get along with other
family members – understanding the
family structure and dynamics can help

n

Will have difficulty in communicating
effectively or contributing to decisionmaking, which can lead to difficult
situations.

In the first instance, it is useful to seek
an understanding of the family structure,
the dynamics involved and any cultural
differences that you need to take into
account. The family group involved can
vary considerably in size depending on
cultural background and community
connections. Acknowledge that there
can be tensions or conflict within a family
but be realistic about the support that
can be provided – and the results that
can be achieved.
Consider the way that the family is
coping and adapt the situation to their
needs. Referral to counselling or other
specialised support can be required.
Contact your local specialist palliative
care service for information on the
services available locally. In some
instances, you will need to ask the family
to appoint a spokesperson to lead
discussions and to aid with any conflict
or underlying tension. [5–7]
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Thinking Points
1. How can a family meeting assist with
deciding on goals of care?
2. How can you manage oftencompeting interests in a family
meeting?
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Activity 6: Advance care planning and goals of care
Advance care planning (as described in
PCC4U Module 1: Principles of palliative
care), is an ongoing process of reflection,
discussion and communication that allows
a person to make decisions about their
future medical treatment and other care
options while they are still competent
and able to communicate their wishes. It
should commence early in the person’s
illness, preferably at diagnosis, and should
be a routine part of clinical care. [1]
A person with a life-limiting illness can
experience a decline in functional status.
This can compromise several dimensions,
including: [2, 3]
Cognitive functioning
For example, attention, concentration,
memory and problem solving.
Behavioural functioning
For example, undertaking daily
activities (bathing, dressing, feeding)
and instrumental activities (shopping,
cooking and cleaning).
Psychological functioning
For example, mood, affect, and
motivation.
Social functioning
For example, activities associated with
roles at various stages of development.
This loss of function can reach a point
where the person is no longer competent
to make or communicate decisions
about their care. When people lose the
ability to make decisions about their
care, an advance care plan ensures
that their wishes remain the focus of

decisions made about their care. This
aids maintenance of self-determination,
dignity and the avoidance of suffering –
which helps to improve the quality
of end-of-life care for the person
and their family. [1, 4, 5]
Advance care planning can also involve
a person making an Advance Care
Directive – legal instructions that a person
makes about their future healthcare
if they lose capacity to make decisions.
This can also involve formal appointment
of a substitute decision maker for medical
treatment decisions. [6]
Substitute decision maker
A substitute decision maker is a person
who makes decisions about medical
treatment for someone who does not
have decision-making capacity. They
are able to make decisions about most
medical treatment choices including
decisions about significant treatment
options (such as whether life-sustaining
treatment should be provided or
withdrawn) in line with the person’s
goals of care. [6, 7]
A person with capacity can choose their
substitute decision maker by appointing
them through formal documentation.
Depending on the State or Territory,
they may be called:
n

Enduring guardian

n

Medical enduring power of attorney

n

An agent

n

A decision maker.

continued over page

PCC4U Implementation Guide I Learning Resource I 2020 181

Activity 6: Advance care planning and goals of care continued
The substitute decision maker should
be: [1, 8]
n

Someone that the person trusts

n

Available (ideally living in the same city
or region)

n

Over 18

n

Prepared to communicate clearly and
confidently on the person’s behalf.

The substitute decision maker should
be involved in all advance care planning
conversations that the person has with
their healthcare team. These discussions
can be challenging especially as issues
around dying and death emerge. [5, 9]
To help guide these conversations
it is important to: [1, 4, 5, 10, 11]
n

Ensure that end-of-life goals have
been established

n

Provide a clear definition of advance
care planning

n

Explain the benefits of advance care
planning to the person and their family

n

Ensure that any caregiver who
is making decisions in the future
understands the advance care
planning process and the person’s
end-of-life goals

n

Encourage the person to consider:
n

the values that are important
in their life

n

their treatment and care
preferences

n

their current health and possible
future health problems

n

what they would want from future
medical care

n

their limitations [12]
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n

Arrange a family meeting if required

n

Document discussions to ensure that
all parties are aware.

Key national resources
Advance Care Planning Australia
– about Advance Care Planning
The Advance Care Australia website
contains validated resources for Advance
Care Planning. Once within the site, click
on your state or territory to learn more
about Advance Care Planning within your
jurisdiction.
End of Life Law
End of Life Law in Australia provides
accurate, practical and relevant
information to assist you in navigating
the challenging legal issues that can arise
with end-of-life decision-making. It is
designed to be used by people with
life-limiting illness, families, health
and legal practitioners, the media,
policymakers and the broader community
to access information about Australian
laws relating to death, dying and
decision-making at the end of life.
Palliative Care Australia
Palliative Care Australia is the national
peak body for palliative care and
represents all those who work towards
high quality palliative care for all
Australians. Palliative Care Australia
have a range of resources to assist with
Advance Care Planning and Advance
Care Directives.

Thinking Points
Visit the Advance Care Planning
Australia and the End of Life Law in
Australia websites. Review the relevant
legislation in conjunction with specific
legal implications for healthcare
providers for your state or territory then
answer the following questions:
1. What are the steps that a person
with a life-limiting illness would need
to follow in order to participate in
advance care planning in your state
or territory?
2. What are the implications of the
legislation in your state or territory
for you as a health professional?
3. What options would a person have
if they wanted to:
n

Specify their care preferences
and wishes in advance

n

Appoint someone to act on
their behalf if they became
incapacitated

n

Appoint a substitute decision
maker

4. How do you ensure an advance care
plan is current and accessible?
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Module 4

Section 3: Optimising physical and social function
In this section you will:
n

Learn how to assess and maintain both the physical and social function of people
with life-limiting illnesses

n

Learn how to determine the resources that will help people with life-limiting
illnesses to manage loss of function.

Activity 7: Assessing and maintaining function
For people affected by life-limiting
illness, assessing and maintaining optimal
function at each stage of an illness can
ensure a better quality of life, reduce
distress and, possibly, the need for
extensive hospitalisation. [1–4] In palliative
care even the smallest improvements
in functional status can be viewed very
positively by the person with a life-limiting
illness and their family/carers. [3, 5]
In selecting a tool for assessing function
it is essential that it is relevant to the
person’s care goals. [6] Therefore, it is
important to understand:
n

The person’s preferences and goals
in relation to their function [7]

n

The trajectory of a person’s illness,
and the anticipated progression of
potential clinical complications. [8, 9]

Once goals of care are identified,
consider the following questions to guide
your selection of a method for assessing
function: [6, 10, 11]
n

Does the assessment method measure
cognitive, behavioural, psychological
or social aspects of function

n

Is this assessment consistent with the
person’s goals

n

Does the assessment method require
the person’s self-report or can it be
generated by a proxy (caregiver or
clinician)

n

Is the assessment method practical
and feasible for this person’s
circumstances

n

Is the assessment method sensitive
enough to pick up changes in a
person’s function?

Functional status can be used by
combining both clinical assessment
and a self-report from the person with
a life-limiting illness. Two validated tools
that assess function and performance
in the palliative care setting include: [6, 10, 11]
n

The Resource Utilisation Groups –
Activities of Daily Living (RUG-ADL)

n

The Australian-modified Karnofsky
Performance Status (AKPS)

Functional assessment using the RUGADL and AKPS provides a clinical picture
of the person’s level of dependency,
the resources required to provide care
and, in the community setting, can
indicate carer burden. [10]

continued over page
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To learn more about these tools, access the
Palliative Care Outcomes Collaborative video:

 UG-ADL and AKPS
R
Functional Assessment
Tools
Thinking Points
Review the Resource Utilisation Groups –
Activities of Daily Living (RUG-ADL) tool
that is a part of the Palliative Assessment
and Clinical Response form.
1. What are the dimensions of
functional status that are assessed
by the tool?
2. What advantages and limitations
would this assessment tool have
in practice?
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Therapeutic Guidelines Ltd, Pain: management in palliative care. 2019: Melbourne.

3.

Therapeutic Guidelines Ltd, Principles of symptom management in palliative care. 2018: Melbourne.

4.

Therapeutic Guidelines Ltd, Advance Care Planning. 2018: Melbourne.

5.

Taylor, D.H., Jr., et al., The effect of palliative care on patient functioning. Journal of palliative medicine, 2013. 16(10):
p. 1227-1231.

6.

Palliative Care Outcomes Collaboration. Functional Assessment in Palliative Care (RUG-ADL & AKPS). 2016 [cited
2017 March 3]; Available from: http://ahsri.uow.edu.au/pcoc/functionalassessment/index.html.

7.

Schellinger, S.E., et al., Patient Self-Defined Goals: Essentials of Person-Centered Care for Serious Illness. The
American journal of hospice & palliative care, 2018. 35(1): p. 159-165.

8.

Murray, S.A., et al., Palliative care from diagnosis to death. BMJ, 2017. 356.

9.

Lloyd, A., et al., Physical, social, psychological and existential trajectories of loss and adaptation towards the end of
life for older people living with frailty: a serial interview study. BMC Geriatrics, 2016. 16(1): p. 176.

10. Palliative Care Outcomes Collaboration. PCOC Assessment Tools. 2019 [cited 2019 Febraury 2]; Available from:
http://www.pcoc.org.au/.
11. Palliative Care Outcomes Collaboration. PCOC Clinical Manual 2018 [cited 2019 31 January]; Available from: https://
ahsri.uow.edu.au/content/groups/public/@web/@chsd/@pcoc/documents/doc/uow129133.pdf.
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Activity 8: Role of allied health professionals
in supporting function
Many different health professionals work
together to support the person with a
life-limiting illness and their family / carers.
Interdisciplinary teams are common. [1]
Allied health professionals are an essential
component of the palliative care team as
they bring a broad range of interventions,
knowledge and experience to improve the
quality of life for people with life-limiting

illnesses. [2] Allied health professionals have
skills in assessment and interventions to
improve the comfort, function and safety
of the person and their family throughout
their palliative care journey. [3] Allied health
professionals also play a key role in holistic
problem solving and adapting traditional
therapies and interventions to the person’s
changing function. [4]

Allied health professionals contribute to the palliative care team in a range of ways: [2 , 5]
Arts Therapist

Use visual art-making, drama, dance and movement to improve
physical, mental and emotional wellbeing

Chiropractor

Provides treatment for back pain and other disorders of the
musculoskeletal system

Dietitian

Optimise nutritional intake, develop nutrition plan focused on the
person’s needs and wishes

Medical Radiation
Practitioner

Provide diagnostic imaging and radiation therapy to assist with
treatment and symptom management

Music Therapist

Provide opportunities for music-based experiences to improve
quality of life

Occupational
Therapist

Support continued or adjusted participation in valued and essential
everyday activities

Physiotherapist

Maximise functional independence and help to provide relief from
symptoms such as breathlessness and fatigue

Psychologist

Provide expert psychological assessments and interventions
to effectively address often complex psychological issues

Social Worker

Provide counselling and support, expertise in solving practical
problems, financial advice and support and advocate where
necessary, make referrals to other agencies and provide support
for grief and bereavement

Speech Pathologist

Develop strategies to support communication and swallowing.
continued over page
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Bob’s Story – Exploration

Activity 8: Role of allied
health professionals
in supporting function
continued
Rehabilitative palliative care is an
interdisciplinary holistic model of
care which integrates rehabilitation,
enablement, self-management and
self-care. The aim of rehabilitative
palliative care is to optimise function
and wellbeing, by empowering the person
with a life-limiting illness and enabling
them to live as independently and
completely as possible, with choice and
autonomy, as their illness progresses. [6]
Case Study
The occupational therapist visits Bob
to assess his situation. The therapist
explores how Bob’s illness has affected his
day-to-day functioning. Bob speaks to the
occupational therapist about his physical
and social function. Bob identifies the
following problems:
n

Decreased mobility

n

Difficulty swallowing

n

Difficulty maintaining social contact.

Thinking Points
1. How can you use the knowledge from
your specific profession to promote
physical and social function for the
problems Bob has identified? Search
relevant literature to identify the
evidence to support your answers.
2. What other healthcare professionals
will you include within the care plan?
3. What specific assistance will these
professionals provide to Bob?
4. What strategies would you use
to ensure an effective team approach
to managing Bob’s care?

1.

CareSearch. Interdisciplinary Teams. 2018 [cited 2019 January 9].

2.

CareSearch. Roles of Allied Health Professionals. Information for Allied Health 2017 [cited 2017 May 3]; Available
from: https://www.caresearch.com.au/caresearch/tabid/2568/Default.aspx.

3.

Badger, S., R. Macleod, and A. Honey, “It's not about treatment, it's how to improve your life”: The lived experience
of occupational therapy in palliative care. Palliative and Supportive Care, 2015. 14(3): p. 225-231.

4.

CareSearch. Specific Complementary Therapies. Clinical Evidence 2017 [cited 2017 April 18]; Available
from: https://www.caresearch.com.au/caresearch/ClinicalPractice/PatientConsiderations/Complementary2/
SpecificComplementaryTherapies/tabid/1260/Default.aspx#CBT.

5.

Allied Health Professions Australia, Allied Health Professions. 2019. [cited 2020 Jan 7] Available from:
https://ahpa.com.au/allied-health-professions/

6.

Hospice UK. What is rehabilitative palliative care? 2017 [cited 2017 17 March]; Available from:
https://www.hospiceuk.org/what-we-offer/clinical-and-care-support/rehabilitative-palliative-care/what-isrehabilitative-palliative-care.
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Module 4

Section 4: Supporting communities and carers
In this section you will:
n

Learn about the role of communities and carers in supporting people with
life-limiting illnesses to cope with loss of function

n

Discover carer needs, their positive experiences and the challenges they face

n

Identify strategies and resources to support communities and carers

n

Learn about home care and respite care, and when to choose respite care.

Activity 9: Optimising community care
“While dying is intensely personal, it also
sits within a societal context. This means
that palliative care services also need to
be shaped by, and respond to, community
values and priorities.” [1]
A life-limiting illness can impact the
wellbeing and function of the person
with the illness and their entire social
network. Nationally and internationally,
communities are rethinking palliative
care and issues about dying, death
and bereavement. Caring networks
are identified and developed around
the person and their carers, extending
the concept of person-centred care to
network focused care. This supporting
network, known as Compassionate
Communities, can be comprised of
friends, neighbours, work colleagues and
volunteers. [2, 3] The network can provide
both hands-on care and support to those

providing hands-on care by mobilising
to support community members in a
variety of ways – practically, emotionally,
financially and spiritually. [3] These
networks of care demonstrate how dying
is “everyone’s business”. [4]
‘Public Health Palliative Care’, is a
community approach that requires
a genuine partnership between services,
communities and carers. The goals
of public health palliative care are to: [5]
n

Build public policies that support
dying, death, loss and grief

n

Create supportive environments
(in particular social support)

n

Strengthen community action

n

Develop personal skills in these areas

n

Reorient the health system.

continued over page
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Activity 9: Optimising community care continued
A network of care [5]
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Adapted from Abel, J., Walter, T., Carey, L., Rosenberg, J., Noonan, K., Horsfall, D., Leonard, R., Morris, D. &
Rumbold, B. (2013). Circles of care: should community development redefine the practice of palliative care? BMJ
Supportive and Palliative Care, 3, 383-388. doi:10.1136/bmjspcare-2012-000359
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Case Study
In the video ‘Bill’s Story’, you will see
how public health palliative care can
empower communities to lead responses
to dying and bereaved people, working
in partnership with palliative care and
other health care services. [6]

Bill’s Story – Let’s Talk
Series (Compassionate
Communities)
Thinking Points
1. Have you ever been part of a
palliative or dying person’s network
of care in a non-professional
capacity? Why did you get involved?
2. Identify activities in your community
that raise public awareness related to
death and palliative care and foster
supportive networks.
3. Review the resources and
information available with regard
to compassionate communities on
The Groundswell Project website
and consider how this approach will
influence your practice as a health
professional.

1.

Palliative Care Australia, Background Report to the Palliative Care Service Development Guidelines, prepared by
Aspex consulting Melbourne, Editor. 2018.

2.

Kellehear, A., Compassionate communities: end-of-life care as everyone’s responsibility. Qjm, 2013. 106(12):
p. 1071-5.

3.

Abel, J., Compassionate communities and end-of-life care. Clin Med (Lond), 2018. 18(1): p. 6-8.

4.

Palliative Care Australia and The Groundswell Project Australia. Compassionate Communities Communique. 2017;
Available from: https://static1.squarespace.com/static/57e52fb237c5811bc06c8595/t/58dd977417bffcc36857
6f26/1490917266797/PCA016_CC+Communique+Booklet_F+Online.pdf.

5.

Abel, J., et al., Circles of care: should community development redefine the practice of palliative care? . BMJ
Supportive and Palliative Care, 2013. 3: p. 383-388.

6.

Milford Care Centre and Compassionate Communities. Talking together: facing death and dying. Bill’s Story.
Let’s Talk Series 2014; Available from: https://youtu.be/_5tJGaWjRZk.
PCC4U Implementation Guide I Learning Resource I 2020 191

Activity 10: Carer needs
Sources of stress for carers

Sources of stress for carers include: [3-–5]

A life-limiting illness can impact
the wellbeing and function of an entire
social network. The term carer
in palliative care refers to someone
who is giving support to a person with
a life-limiting illness. This can be
a relative, husband / wife, partner,
child, parent or friend. Their role can
incorporate practical, educational,
psychological, spiritual, financial or social
strategies (as determined by unmet needs
and carer(s) choice) with the intention
of enhancing the person’s quality of life
and optimising their function. [1] Evidence
shows that carers who care for people
with life-limiting illnesses can be adversely
affected if they are not adequately
prepared for, or don’t have the resources
to undertake, the caregiving role. [2]

n

Uncertainty about treatment

n

Lack of knowledge about care

n

Role changes in the family

n

Strained financial resources

n

Physical restrictions

n

Threats to own health, wellbeing
and sense of self

n

Lack of social support

n

Fear of being alone

n

Inability to plan other aspects of their
life because of uncertain prognosis

n

Emotional and physical burnout
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Caring for people with life-limiting
illnesses can provide personal and
physical challenges for carers. However,
many carers report positive experiences.
They find that there is meaning to their
caregiving role and get satisfaction from
knowing that they are doing a good job.
They can also feel closer to the person
they are caring for. [6]

Carer distress can be reduced if needs are assessed early and community supports
are introduced when they are required. Recommended strategies to manage the stress
and maximise the rewards of carers include: [3, 7, 8]
Mastery

n

Learn as much as possible about the illness, symptoms and
what to expect.

n

Learn the practical skills required to provide care for the
person (eg, physical care, symptom management).

Coping strategies

n

Link with advocacy and support groups and/or counsellors
and therapists to learn specific skills to deal with any
challenges that arise, including financial and legal concerns.

Social support

n

Reach out to family, friends, inner networks, outer networks
and community groups for emotional support, activities,
humour and practical help.

Stress reduction

n

Rest and exercise, take regular time out, practice self-care
strategies.

n

Find and use respite programs (registering with the local
carers association can help to find out what support is
available locally).

n

Access psychology or counselling services as needed to assist
in processing emotional and spiritual concerns.

Home care
For the majority of people with lifelimiting illnesses, home is the preferred
place of care. Factors determining the
level of community services required to
care for a person at home include: [9, 10]
n

Availability and ability of the caregiver

n

The person’s physical illness,
particularly their level of mobility

n

The physical environment of the home

n

The level of health and social services
available

n

The nature of the relationship between
the person and their caregiver.

The Carer Support Needs Assessment
Tool (CSNAT) is a licensed, evidencebased tool that helps to determine
the support that caregivers can need
when they are supporting a person with
a life-limiting illness. Carers can use this
tool to indicate further support they need
to care for someone at home, as well
as support for their own health and
wellbeing within their caregiving role.
It is short and simple to use for both
carers and practitioners.

continued over page
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Activity 10: Carer needs
continued

Bob’s Story: His illness
progresses

Respite Care
Care of a person with a life-limiting
illness at home can become an allconsuming experience that engulfs
carers’ daily lives. [11] There can be periods
throughout the course of the illness where
home care becomes difficult. In these
situations, respite care and other support
mechanisms should be considered.
Respite represents a category of
services that provide an alternative
care arrangement so that the family
caregiver can have time away from care
responsibilities. Carers can use respite
time to rest, attend to personal needs or
in some cases continue their employment.
Respite care offers the carer a break from
the caring role and helps to minimise the
burden and strain on them. [11] Respite
care can be provided either within the
home environment or in a different care
setting (for example, a specialist palliative
care unit).
Case Study
Bob’s illness is deteriorating and he is
finding that most day-to-day activities are
becoming increasingly difficult. Margaret
admits that “it’s been very hard” and says,
“I know I should be stronger but I can’t”.
She is visibly upset.
The GP explores the options for care
and respite with Bob and Margaret.
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Thinking Points
1. What are Bob’s main concerns?
2. How would you respond to these
concerns?
3. Discuss some of the reasons
why Bob is concerned about using
respite care.
4. What concerns does Margaret
express to their GP?
5. What other concerns could
carers have about caring for
a family member at home, or about
using respite care?
6. Consider your specific healthcare
profession. What options can you
provide to support Bob and Margaret
at home?
7. Research the support services
that are available for carers in your
local area.

1.

Hudson, P. and R. Hudson. A comprehensive and practical resource for family carers of a person with a life limiting
illness who needs palliative care. 2012 [cited 2017 26 May]; 2nd edition:[Available from: http://www.pallcarevic.asn.
au/library-media/supporting-a-person-who-needs-palliative-care-a-guide-for-families-and-friends/.

2.

Otis-Green, S. and G. Juarez, Enhancing the social well-being of family caregivers. Seminars in oncology nursing,
2012. 28(4): p. 246-255.

3.

Therapeutic Guidelines Ltd, Support for families and carers in palliative care. 2019: Melbourne.

4.

Veloso, V.I. and V.A. Tripodoro, Caregivers burden in palliative care patients: a problem to tackle. Curr Opin Support
Palliat Care, 2016. 10(4): p. 330-335.

5.

Kulkarni, P., et al., Stress among Care Givers: The Impact of Nursing a Relative with Cancer. Indian journal of palliative
care, 2014. 20(1): p. 31-39.

6.

Antony, L., L.S. George, and T.T. Jose, Stress, Coping, and Lived Experiences among Caregivers of Cancer Patients
on Palliative Care: A Mixed Method Research. Indian journal of palliative care, 2018. 24(3): p. 313-319.

7.

Russo, F., The Givers. Scientific American Mind, 2016. 27(6): p. 28-37.

8.

Morris, S.M., et al., Family carers providing support to a person dying in the home setting: A narrative literature
review. Palliative medicine, 2015. 29(6): p. 487-495.

9.

Hawley, P., Barriers to Access to Palliative Care. Palliative Care, 2017. 10: p. 1178224216688887.

10. Bluebond-Langner, M., et al., Preferred place of death for children and young people with life-limiting and lifethreatening conditions: a systematic review of the literature and recommendations for future inquiry and policy.
Palliative medicine, 2013. 27(8): p. 705-713.
11. Zarit, S.H., et al., Exploring the benefits of respite services to family caregivers: methodological issues and current
findings. Aging & mental health, 2017. 21(3): p. 224-231.
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Activity 11: Bereavement
The experience for a carer doesn’t end
when the person that they are caring for
dies. This is a time of major transition
and adjustment for the bereaved person.
In the period following death, the carer
may need social and psychological
support. Within the National Palliative
Care Standards, Standard 6: Grief
support proposes that families and carers
should have access to bereavement
support services and are provided with
information about loss and grief. [1]
Palliative care at this time can provide a
support system to help the family cope.
This can involve a team approach to
provide supportive care and information,
assessment of needs and referral to
service providers as required. This may
include bereavement counselling. [2]
Bereavement is a personal experience.
There is no standard response to the
death of a close family member or friend.

Grief is how bereavement affects us
personally, with effects across several
domains: [3]
Emotional
n

Sadness

n

Depression

n

Anxiety

n

Guilt

n

Anger

n

Loneliness

n

Loss of pleasure

n

Shock and numbness.

Cognitive
n

Thinking all the time about
the person who has died

n

A sense that the dead person
is still alive

n

Denial

n

Hopelessness.

Behavioural
n

Over or under activity

n

Social withdrawal

n

Agitation.

Physical feelings
n

Loss of appetite

n

Sleep disturbances

n

Tiredness.

Physiological
n
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Susceptibility to illness.

Culture plays a major role in the
expression of grief. [4] Most people
experience fluctuating reactions for
a period of time while others can
develop an intense and prolonged
grief experience. For most people, the
feelings of loss and grief will become
less intense over time with reassurance,
acknowledgement of their losses and
access to information. For some, there
is the potential for negative effects on
the physical and mental health of the
bereaved that can last for some time. [5]
You will be involved in the provision of
bereavement support to grieving relatives
and carers. Identifying risk factors is
an integral part of this process. It is
important to seek guidance, if necessary,
from an experienced member of the
healthcare team to ensure that optimal
bereavement support is provided. [3, 5, 6]
Prolonged Grief Disorder
A proportion of people experience
extreme and enduring grief which
impacts negatively on their relationships,
employment and life. Prolonged grief
disorder is chronic, debilitating and
has been linked to the development
of chronic health conditions, suicidal
ideation / suicide attempts, and adverse
health behaviours. [7, 8]

Risk factors for prolonged grief disorder
can include: [9]
Situational factors
n

Sudden death

n

Death of a child

n

Traumatic death

n

Preventable death

n

Overly prolonged dying

n

Absence of a body.

Individual factors
n

Past history of psychiatric illness

n

Depression, alcohol or drug abuse

n

Eating disorders

n

Concurrent crises

n

Gender

n

Religious beliefs

n

Low self-esteem.

Interpersonal factors
n

Level of closeness with the deceased

n

Decreased role diversity

n

Ambivalence

n

Lack of social and emotional support
from family and friends.

There is currently no gold standard for
assessing bereavement risk and each
person should be assessed individually
to determine their risk of a complicated
bereavement. [10]

continued over page
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Activity 11: Bereavement
continued
Symptoms of prolonged grief disorder
include: [3, 6]
n

Intense yearning for the deceased

n

Feelings of purposelessness and
futility

n

Numbness, detachment or absence
of emotional response to other
aspects of life

n

Distressing intrusive images or
memories about the death, often
related to the circumstances of death
(indicative of a post-traumatic stress
response)

n

Excessive guilt and remorse, especially
relating to events surrounding
the death or the deceased

n

Sense of life being empty or
meaningless without the deceased

n

Excessive irritability, bitterness
or anger.

Prolonged grief disorder can require
referral for individualised support which
can include: [5]
n

Specialist bereavement counsellors

n

Palliative care services (these usually
offer bereavement follow up to
their clients, often based on a risk
assessment, and often accept referrals
from other sources)

n

Other mental health professionals with
appropriate skills and expertise.
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Thinking Points
1. Identify the factors that can impact
on how Margaret copes with
Bob’s death.
2. What resources are available within
your community to help bereaved
carers? These can be formal
and informal.
3. Access the CareSearch website
and review the Tools and Resources
(Patients) tab on the Following up the
Bereaved webpage. How could these
tools be used within your profession?
4. As a healthcare professional, it is
important to understand that the
death of a person in your care can
have an effect on you. What self-care
strategies will you adopt when a
person you’re caring for has died?

1.

Palliative Care Australia. National Palliative Care Standards. 2018; 5th Edition: Available from:
http://palliativecare.org.au/standards.

2.

World Health Organization. Definition of Palliative Care. 2017 [cited 2017 March 13]; Available from:
http://www.who.int/cancer/palliative/definition/en/.

3.

Therapeutic Guidelines Ltd, Loss, grief and bereavement. 2019: Melbourne.

4.

Shear, M.K., S. Muldberg, and V. Periyakoil, Supporting patients who are bereaved. BMJ, 2017. 358: p. j2854.

5.

CareSearch. Bereavement and Grief. Clinical Evidence 2017 [cited 2017 March 13]; Available from:
https://www.caresearch.com.au/caresearch/tabid/1345/Default.aspx.

6.

Therapeutic Guidelines Ltd, Support for families and carers in palliative care. 2019: Melbourne.

7.

Prigerson, H.G., et al., Prolonged Grief Disorder: Psychometric Validation of Criteria Proposed for DSM-V and ICD-11.
PLoS Medicine, 2009. 6(8): p. e1000121.

8.

World Health Organisation, International Classification of Diseases for Mortality and Morbidity Statistics, 11th
Revision (ICD-11). 2018.

9.

CareSearch. Following up the Bereaved. Information for GPs 2017 17 November 2017]; Available from:
https://www.caresearch.com.au/caresearch/tabid/3434/Default.aspx.

10. Sealey, M., et al., A scoping review of bereavement risk assessment measures: Implications for palliative care.
Palliative Medicine, 2015. 29(7): p. 577-589.
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Module 4

Section 5: Reflections on what you have learnt
It is essential for all healthcare professionals to develop the capacity for reflection
and self-evaluation of their professional and personal experiences, and to consider
how this can impact on themselves and others.
Consider the module you have just completed and reflect on the following
questions to assist with your ongoing development:
1. What key points have you learnt from the activities in this module that will help
you in providing care for people with life-limiting illnesses and their families?
2. What specific strategies do you plan to incorporate as a graduate healthcare
professional?
3. Do you see any difficulties using what you have learnt here as part of your
practice as a healthcare professional? If so, what strategies would you use to
address these difficulties?
CONGRATULATIONS. You have now completed Module 4 of PCC4U,
you should now be able to:
n

Recognise the different responses and emotions of people affected
by life-limiting illnesses

n

Discuss strategies for facilitating collaborative decision-making on care goals
with people with life-limiting illnesses and their families

n

Identify interventions that will optimise physical, psychological and social
function for people with life-limiting illnesses and their families

n

Analyse the effect of caregiving on the networks of people who support people
with life-limiting illnesses.
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Transcript Module 4

Optimising function in palliative care

Bob’s Story
Bob’s Story –
Introduction
2 min 27 sec
I’ve been retired for just on twelve months
now. I was diagnosed with motor neurone
disease and because I was a sparky
[electrician] it was just too dangerous for
me to keep on working. My wife and I
didn’t know what motor neurone disease
was, but the neurologist we went to
referred us on to the MND association.
That was pretty confronting at first. They
gave us some brochures that were very
frank about what happens; it’s a cruel
disease. I was really angry for a few weeks
and you immediately think ‘why me’, ‘why
now’. I didn’t take it very well, I really took
it out on the family. Everyone’s different
of course but you’ve just gotta do what’s
best for you. I found others that were
coming to terms with issues like ‘what it’s
like to not be the bread winner anymore’
and you know that sooner or later you’re
going to have to relinquish some of
your responsibilities, but you just can’t
do everything. These were some of the
hardest adjustments I’ve had to make, but
it’s hard when you think people just aren’t
listening to what you want. Everyone
seems to be an expert on what you
should be doing.
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Bob’s Story –
Three months later
1 min 11 sec
Occupational therapist: I just wanted
to go over some of the plans we
discussed last time I saw you, and see
how you’re managing with some of the
equipment that I brought over, and also
the modifications to the house that we
discussed.
Bob: Well the chair over the shower is
making showering a lot safer and the
wheelchair makes it easier if we go out
shopping. But I still like to walk though.
Occupational therapist: Have you heard
when they’re coming to change the
bathroom around?
Bob: Well, that’s a bit of an issue. I know
when you came over and we spoke it
seemed like a good idea at the time. But
I think it’s a lot of expense and bother
changing everything around, just to make
it easier for me to get in the shower.
Occupational therapist: I guess they’re
just suggestions and whether you get
them done or not is really up to you and
Margaret. At the moment you’re obviously
coping with the shower in the bath but
further on down the track you may find it
a bit more difficult to use. So maybe what
we’ll do is reassess as things change.

202 PCC4U Implementation Guide | Learning Resource | 2020

Bob’s Story – Exploration
1 min 42 sec
Occupational therapist: How is your
strength in your arms and legs at the
moment?
Bob: The legs are a lot stronger than the
arms and I’m a lot better in the mornings
than I am in the afternoons.
Occupational therapist: Last time we
talked about the tasks you need to do
across the day.
Bob: I do try to do that. But some days
I just can’t do things that I want, when I
want and I get angry because I just can’t
do as many things as I could do last year.
Occupational therapist: What sort of
things help you deal with your concerns?
Bob: Well I guess I still really enjoy the
friendship of some old blokes I know. But
I don’t want to be a burden on anyone.
Occupational therapist: Are you
managing to get out and maintain some
social contact?

Bob: I’ve been very self-conscious that my
walking is starting to look funny, and if we
go any distance and take the chair, you
know people look at you. I’d much rather
stay at home. I’m embarrassed to eat in
front of anybody other than Margaret. My
coordination is bad, sometimes I cough.
Occupational therapist: Are you having
trouble swallowing? Is that why you
cough?
Bob: Some food just seems to stick.
Occupational therapist: Now might be a
good time to see a speech therapist and
a dietician then.
Bob: My GP said that may become
necessary.
Occupational therapist: Well it’s very
individual and it doesn’t necessarily mean
that you can’t continue to eat. It’s just very
important that you do so safely.
Bob: Okay.
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Bob’s Story – His illness progresses
5 min 16 sec
Doctor: So Bob, how are things at the
moment?

Doctor: Yes. Bob, what do you think
about staying at home?

Bob: I’ve been getting very weak. If I have
to go any distance I have to use the chair.
I can walk a bit, but I’m very slow and my
arms are very weak. But it’s Margaret I’m
worried about, look at her. Some days it
breaks my heart to see what this is doing
to her.

Bob: Naturally I want to stay at home as
long as I can. I know the time will come
when I might have to go to the hospital
and back to the palliative care unit.

Doctor: Yes. Margaret how are you
managing?
Margaret (Bob’s wife): It’s been very
hard. I know I should be stronger but I
can’t.
Bob: I wonder as I get worse, it’s going
to be harder for people to understand
what I want and I’m going to be totally
dependent on them. When I was in the
palliative care unit for a few weeks it gave
Margaret a rest, and I realised that while
you’re at home that there’s someone
there all the time. But in the palliative care
unit and in the hospital it’s not always
going to be like that.
Doctor: It is very hard to adjust to but
there are people there twenty-four hours
a day whereas Margaret has got to have
some sleep at some stage. And they’ll
never let you get into any real trouble.
Margaret how did you find it when Bob
was in respite?
Margaret: Well In some ways it was a real
break, especially at night. However Bob
didn’t like it and he’s not keen to go back.
I don’t know how much longer we can
keep going at home.
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Doctor: Do you think you’re getting
enough help at home at this stage?
Margaret: There is a constant stream of
people coming to our house so I don’t
know if we need any more. I mean they all
want to help. But you do lose your sense
of privacy don’t you?
Doctor: It does sound like both of you
are under a lot of pressure at the moment
and I think we need to do something
to try and help. I wonder if it might be
time to get the OT to come back to
your place and just reassess how things
are and whether they can provide any
extra support for you to might make
things easier. Bob how would you feel if
we did arrange more time in respite to
help Margaret? And Margaret it is very
important that you to get some rest so
that you can provide help for as long as
you possibly can.
Bob: What you think Margaret?
Margaret: I’ll keep it in mind, but I’m okay
at the moment.

Topic 1

Multidisciplinary care

To provide care that is responsive to the complex and multifaceted needs of individuals with a life-limiting
illness, it is important to understand the functions and processes associated with a multidisciplinary
approach to care.
Overview
Topic 1: Multidisciplinary care will help you develop the skills needed to work effectively within the context
of a multidisciplinary team when providing care to people with life-limiting illnesses and their families.
Aims and objectives
After completing this focus topic, you should be able to:
n

Discuss the key principles and components of an effective multidisciplinary approach in responding
to the needs of individuals with life-limiting illnesses

n

Identify the role of the multidisciplinary team in caring for people with life-limiting illnesses and their
families

n

Analyse the various care contexts and the roles of the multidisciplinary team in caring for people with
life-limiting illnesses.
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Topic 1

Multidisciplinary care
SECTION

ACTIVITY

VIDEO

1

1. What is a multidisciplinary approach to care?
2. Betty’s story
3. Principles of multidisciplinary care

1 min 31 sec

2

3

4

Principles of a multidisciplinary approach

Planning multidisciplinary care

Providing multidisciplinary care
at the end of life

Reflections on what you have learnt
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4.
5.
6.
7.

Patient-centred care planning
The multidisciplinary team
The team meeting
Ongoing information and communication

8.
9.
10.
11.

Betty’s disease progresses
The team implements an end-of-life care plan
Standards of care
Alan’s perspective

4 min 31 sec
3 min 36 sec
1 min 29 sec
2 min 04 sec
2 min 48 sec

Topic 1

Section 1: Principles of a multidisciplinary approach
In this section you will:
n

Identify the rationale and elements of a multidisciplinary approach in providing
care for people with life-limiting illnesses

n

Develop an understanding of the principles involved in providing
multidisciplinary end-of-life care.

Activity 1: What is a multidisciplinary approach to care?
Individuals with life-limiting illnesses often
have complex and multifaceted needs .[1]
In most cases, these needs are best
managed using a multidisciplinary approach
to care that includes opportunities for
multidisciplinary discussions and care
planning. [1–5]
Effective multidisciplinary care embeds
collaborative and patient-centred
approaches to care planning and provision,
and leads to the achievement of care goals
that are unlikely to be achieved by health
professionals acting in isolation. [3, 4]

Benefits of a multidisciplinary approach
to care include:
n

Increased patient perception that their
care is being managed by a team

n

Greater likelihood of the delivery of care
in accordance with national standards
and clinical practice guidelines

n

Increased patient satisfaction with care

n

Increased access to information,
psychosocial and practical support
for patients. [1, 6]

1.

Kuziemsky, C.E., Borycki, E.M., Purkis, M.E., Black, F., Boyle, M., Cloutier-Fisher, D., Fox, L., MacKenzie, P., Syme, A.,
Tschanz, C., Wainwright, W., Wong, H. & Interprofessional Practices Team. (2009). An interdisciplinary team
communication framework and its application to healthcare ‘e-teams’ systems design. BMC Medical Informatics
and Decision Making, 9(1), 43-57.

2.

Palliative Care Australia. (2018). Palliative Care Service Guidelines. Retrieved August 28 2019,
from https://palliativecare.org.au/quality

3.

Meier, D.E., Beresford, L. (2008). The palliative care team. Journal of Palliative Medicine, 11(5), 677–681.

4.

Mitchell, G., Tieman, J. & Shelby-James, T. (2008). Multidisciplinary care planning and teamwork in primary care.
Medical Journal of Australia. 21, 188(8 Suppl), S61-4.

5.

Baldwin, P. K., Wittenberg-Lyles, E., Oliver, D.P., Demiris, G. (2011). An Evaluation of Interdisciplinary Team Training in
Hospice Care. Journal of Hospice & Palliative Nursing, 13(3), 172-182, DOI: 10.1097/NJH.0b013e31820b5c16Article.

6.

National Breast and Ovarian Cancer Centre. (2008). Multidisciplinary care principles for advanced disease:
a guide for cancer health professionals. Surry Hills, NSW: National Breast and Ovarian Cancer Centre.
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Thinking Points
1. In your own words describe what is
meant by multidisciplinary care.
2. Describe an example from your own
experience where a multidisciplinary
approach to care was provided. In
thinking about this example, identify:
n

Who was involved

n

Why this approach was used

n

What benefits were achieved by
this approach

n

What challenges were associated
with this approach?

Activity 2: Betty’s story
Betty is a 79-year-old woman married to
Alan, also 79. Betty and Alan have a close
family network; their daughter, Cheryl,
has two young boys and they see each
other regularly.
Two years ago Betty was diagnosed with
Stage 3 Chronic Kidney Disease (CKD)
following routine tests organised by her
GP. Betty has multiple co-morbidities
including: diabetes type II, ischemic
heart disease and peripheral vascular
disease. She also has hypertension
and had a myocardial infarction two
years ago.
Her kidney disease has been fairly stable
since diagnosis. Betty has been well
managed by her GP in conjunction with
the multidisciplinary team at the renal
clinic.
The renal dietician has been providing
nutritional information and support to
Betty and Alan, in particular educating
them about the impact of certain foods
on her kidney function.
For the past month or so, Betty has
been experiencing new symptoms.
She is lethargic, slightly short of breath,
nauseated at times and her legs are
oedematous. Betty is concerned about
these new symptoms and is seeing her
team at the renal clinic tomorrow to
discuss this.
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Betty’s story

Activity 3: Principles of
multidisciplinary care
The National Breast and Ovarian Cancer
Centre developed multidisciplinary care
principles for advanced disease.[1] These
broad principles are relevant across all
care settings.
Key components of effective
multidisciplinary care include:

Thinking Points
1. What does Betty raise as her main
concerns?
2. What goals of care might be
identified following Betty’s
discussion?

Patient-defined goals of care
Patients and their nominated caregivers,
where appropriate, are involved in
decisions about their care.
Including:
n

Supporting patients and their
caregivers to participate in care
planning. This includes explaining
the concept of the multidisciplinary
care team approach and may or may
not include participation in a care
planning meeting

n

Informing patients and caregivers that
their case may be discussed at a team
level and with health professionals
they have not met, and obtaining
patient consent for this

n

Providing information to the patient
and caregiver

n

A process of establishing goals
of care, and re-evaluating treatment
and care plans at critical times

n

Identification of a designated point
of contact and care coordinator.

3. Which health professionals do you
think would need to be part of the
multidisciplinary team that cares for
Betty as her disease progresses?

Continued over page
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Activity 3: Principles of multidisciplinary care continued
A team approach
Input from as many professions as
required is achieved.
Including:
n

The patient, caregivers, and the
patient’s GP

n

Flexible and evolving membership
that reflects the patient’s care needs

n

Implementing a process to review
and audit team functionality.

n

Support and debriefing opportunities
for team members.

Standards of care
Provision of care is in accordance with
nationally agreed standards.
Including:
n

Consistency with national evidencebased recommendations and
benchmarks

n

Linkages with/referral to specialist
and community-based services,
including palliative care services. [1]

Ongoing information and
communication
Ongoing, timely information and
communication is facilitated among all
team members, including patients and
their nominated caregivers throughout
the patient’s trajectory.

These four principles recognise the
importance of:
n

The patient and their caregiver
involvement in the care planning
process

Including:

n

Care coordination

n

Continuity of care. [1]

n

Establishing communication
mechanisms and frameworks
that facilitate input from all team
members

n

Contingency planning and forward
planning, including advance care
planning

Thinking Points
1. Consider the principles and strategies relating to patient defined goals of care, and
ongoing information and communication described in this section. In terms of your
own discipline, what specific activities can you implement to ensure these principles
are demonstrated in a multidisciplinary team context?

1.

National Breast and Ovarian Cancer Centre. (2008). Multidisciplinary care principles for advanced disease: a guide
for cancer health professionals. Surry Hills, NSW: National Breast and Ovarian Cancer Centre.
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Topic 1

Section 2: Planning multidisciplinary care
In this section you will:
n

Consider the application of the multidisciplinary care principles in the provision
of palliative care

n

Identify the roles, responsibilities and outcomes of a multidisciplinary team
meeting

n

Explore factors that influence the functioning and effectiveness of the
multidisciplinary team.

Activity 4: Patient-centred care planning
A plan of care is developed through
contributions from all relevant disciplines
and is based on a comprehensive
assessment of the individual and family.
The team works both autonomously and
together with individuals, families and carers
to clarify goals of care and develop a single,
coordinated, needs-based palliative care
plan. [1, 2, 3] Individual team members work
within the evidence base for their specific
profession. [4]
The care planning process may consider:
n

Current disease status and past medical
history, including all comorbidities

n

Physical and psychological symptoms

n

Functional status

n

Social, cultural, spiritual concerns

n

Advance care planning preferences. [5]

Ideally, the multidisciplinary team
communicates regularly (at least weekly,
more often as required by the clinical
situation) to review and evaluate the care
plan. [3, 5]
Family meetings can be conducted to
assist with aspects of care planning and
provision. Family meetings can also have
a significant role in meeting the education
and information needs of the patient and
caregiver. The evidence-based resource
Family meetings in palliative care:
multidisciplinary clinical practice guidelines
can guide the planning and implementation
of family meetings in palliative care. [6]

1.

Meier, D.E. & Beresford, L. (2008). The palliative care team. Journal of Palliative Medicine, 11(5), 677–681.

2.

Baldwin, P. K., Wittenberg-Lyles, E., Oliver, D.P., Demiris, G. (2011). An Evaluation of Interdisciplinary Team Training
in Hospice Care. Journal of Hospice & Palliative Nursing. 13(3), 172-182, DOI: 10.1097/NJH.0b013e31820b5c16Article.

3.

National Breast and Ovarian Cancer Centre. (2008). Multidisciplinary care principles for advanced disease: a guide
for cancer health professionals. Surry Hills, NSW: National Breast and Ovarian Cancer Centre.

4.

Palliative Care Australia. (2005). Standards for Providing Quality Palliative Care for all Australians. Retrieved May 30,
2011, from www.palliativecare.org.au/portals/46/resources/StandardsPalliativeCare.pdf.

5.

National Consensus Project for Quality Palliative Care (2009). Clinical Practice Guidelines for Quality Palliative Care,
Second Edition. Retrieved May 30, 2011, from www.nationalconsensusproject.org.

6.

Hudson, P., Quinn, K., O’Hanlon, B., Aranda, S. (2008). Family meetings in palliative care: multidisciplinary clinical
practice guidelines. BMC Palliative Care, 7(1), 12. Retrieved 22 November 2016, from https://bmcpalliatcare.
biomedcentral.com/articles/10.1186/1472-684X-7-12
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Thinking Points
1. When and how can patient and
carer input be facilitated in the care
planning process?
2. What strategies can be used to
ensure the contribution of a range
of different service providers
is optimised when planning
multidisciplinary care?

A
 ctivity 5: The multidisciplinary team
There are many functions of the
multidisciplinary team in palliative care,
including:
n

Advocating on behalf of the wishes of
patients, families and carers  [1, 2]

n

Implementing multiple strategies to
address the needs of the individual [3]

n

n

Adapting the team composition
accordingly in response to changing
needs throughout the disease
trajectory [3]
Utilising the process of advance care
planning. [1]

The composition of the multidisciplinary
team can include many members
across several professional disciplines
including those from other specialties
eg, specialists in pain management,
geriatrics and psychiatry. CareSearch
has comprehensive web pages on
professional groups in palliative care.
There are also pages relating to
multidisciplinary approaches to care. [4]
Some of the key attributes of an effective
and efficient multidisciplinary team
include:
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n

Collaborative practice

n

Clear communication

n

Clear definition of tasks and
responsibilities

n

Clear goals, objectives and strategies

n

Recognition of and respect for the
competence and contribution of each
team member

n

Competent leadership

n

Clear procedures for evaluating
the effectiveness of the team

n

Support for team members
as required

n

Recognition of the contribution
of team members’ experience.

Interpersonal skills that may contribute
to effective team communication are
those around:
n

Communication and negotiation

n

Self awareness

n

An ability to self reflect

n

An ability to apply principles
of self-care. [5, 6, 7]

Thinking Points
1. What are some of the challenges that
can impact on team effectiveness
and functioning?
2. What strategies can be used by
multidisciplinary team members to
ensure:
n

Clear definition of tasks and
responsibilities

n

Recognition of and respect for
the contribution of each team
member

n

Clear communication?

3. What additional strategies can be
implemented to help a team function
effectively?

1.

Palliative Care Expert Group. (2010). Principles
of palliative care. In Palliative Care Expert Group
Therapeutic guidelines: palliative care. Version 3.
Melbourne, VIC: Therapeutic Guidelines Limited.

2.

Palliative Care Australia. (2005). Standards for Providing
Quality Palliative Care for all Australians. Retrieved May
30, 2011, from www.palliativecare.org.au/portals/46/
resources/StandardsPalliativeCare.pdf.

3.

Mitchell, G., Tieman, J., Shelby-James, T. (2008).
Multidisciplinary care planning and teamwork in primary
care. Medical Journal of Australia, 21,188(8 Suppl), S61-4.

4.

CareSearch. (2010). Professional Groups. Retrieved May
30, 2011, from www.caresearch.com.au/caresearch/
ProfessionalGroups/tabid/55/Default.aspx.

5.

Baldwin, P. K., Wittenberg-Lyles, E., Oliver, D.P. &
Demiris, G. (2011). An Evaluation of Interdisciplinary
Team Training in Hospice Care. Journal of Hospice
& Palliative Nursing, 13(3), 172-182. DOI: 10.1097/
NJH.0b013e31820b5c16Article.

6.

Wittenberg-Lyles, E., Oliver, D.P., Demiris, G. & Regehr,
K. (2010). Interdisciplinary collaboration in hospice team
meetings. Journal of Interprofessional Care, 24(3), 26473. Retrieved May 30, 2011, from, www.ncbi.nlm.nih.gov/
pubmed/19995271.

7.

Kuziemsky, C.E., Borycki, E.M., Purkis, M.E., Black,
F., Boyle, M., Cloutier-Fisher, D., Fox, L., MacKenzie,
P., Syme, A., Tschanz, C., Wainwright, W., Wong,
H. & Interprofessional Practices Team. (2009). An
interdisciplinary team communication framework and its
application to healthcare ‘e-teams’ systems design. BMC
Medical Informatics and Decision Making, 9 (1), 43- 57.

Activity 6: The team
meeting
Betty has been seen in the CKD clinic
and the team meeting takes place a few
days later. The team plans to discuss
Betty as her kidney disease has now
progressed to stage 4.
Leanne has been Betty’s Renal Nurse
Practitioner since her diagnosis. She is
the facilitator of today’s meeting.

The team meeting

Thinking Points
1. What are the objectives of the team
meeting?
2. What is the role of the facilitator of
the team meeting?
3. What are the care-planning
considerations discussed in the
video?
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Activity 7: Ongoing
information and
communication
The team, through a coordinated
approach, has now identified Betty’s
symptoms and a management plan has
been commenced.
The meeting continues with input from
other allied health members of the team.
Betty’s functional and nutritional needs
are discussed.

 ngoing information
O
and communication

214 PCC4U Implementation Guide | Learning Resource | 2020

Thinking Points
1. What contribution was made by each
team member at the meeting?
2. What examples of collaboration
between the team members are
demonstrated?
3. What documentation and
communication principles are:
n

Evident within the team

n

Expected to occur following the
meeting?

4. What recommendations would you
make for improving communication
and collaboration between team
members?

Topic 1

Section 3: Providing multidisciplinary care
at the end of life
In this section you will:
n

Increase your understanding of the roles and responsibilities of the
multidisciplinary team in providing end-of-life care

n

Review resources available to support patients, family members and carers
at the end of life.

A
 ctivity 8: Betty’s disease
progresses
Betty’s disease has now progressed to
stage 5 or end-stage kidney disease.
Betty is dealing with the knowledge that
her condition is deteriorating and that
she will die from her disease.
She talks about the symptom burden
of her disease and highlights the
importance of the management plan that
has been established by the care team
in supporting her and her family through
this time.

Thinking Points
1. What are Betty’s main concerns now
that her disease has progressed?
2. How are her concerns different from
those she highlighted in the first
scene?
3. What are some of the community and
social supports that may help Betty
as her disease progresses?
4. How can the roles and responsibilities
within the care team change as
Betty’s disease progresses?

 etty’s disease
B
progresses
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Activity 9: The team
implements an end-of-life
care plan
Betty has been very unwell for a few
months and has been unable to attend
the CKD clinic at the hospital. She is now
bed-bound and extremely weak. Leanne
has visited her at home in conjunction
with the community palliative care team
and Betty’s GP.
The CKD team are meeting following the
recent results that Betty’s kidney disease
is now end stage.
Betty is experiencing many of the
multisystem effects of uremia, including
pruritus, nausea, extreme lethargy and
weakness, and anaemia. She is also
having trouble swallowing her tablets.
The team suggest a case conference
to coordinate a plan of care to manage
these multiple issues and to ensure
that Betty is able to die at home, as she
wants to, supported by her GP and the
palliative care team.

 he team implements
T
an end-of-life care plan
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Thinking Points
1. Leanne suggests holding a case
conference with the GP and the
community palliative care team to
address Betty’s end-of-life needs.
Write an agenda for this case
conference – include key priorities
and the team member responsible
for each.
2. How might the outcomes of this team
meeting be communicated to Betty
and her family?
3. From the perspective of your own
profession, what role can you have
in Betty’s care now as her illness has
progressed to the end-of-life care
stage?

Activity 10: Standards
of care

Alan’s perspective

One of the principles of providing
multidisciplinary care relates to ensuring
standards of care are achieved and
maintained. A key resource in the
provision of end-of-life care is Palliative
Care Australia, (2018), National Palliative
Care Standards.

Thinking Points
1. Review the Palliative Care Australia,
(2018), National Palliative Care
Standards, and identify:
n

n

The standards that inform a
multidisciplinary approach to care
How achievement of the
standards can be monitored by
the multidisciplinary care team.

Activity 11: Alan’s
perspective
Alan reflects on his life with Betty and in
particular the past few months where he
has taken on more of the caring role for
Betty.

Thinking Points
1. Summarise how each of the following
elements have been addressed
in Betty’s multidisciplinary care
planning and provision:
n

Involvement of Betty and Alan
in care planning

n

Continuity of care

n

Care coordination.

2. What is the role of the
multidisciplinary team following
Betty’s death?
3. Investigate the bereavement services
available in your area. You may find
information through the local council,
hospital, community centre or
palliative care service. Describe the
details of services available.

He speaks about the care team and their
support not only for Betty, but for him
and their daughter and grandsons.
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Topic 1

Section 4: Reflections on what you have learnt
It is essential for all healthcare professionals to develop the capacity for reflection
and self-evaluation of their professional and personal experiences, and to consider
how this can impact on themselves and others.
Consider the focus topic you have just completed and reflect on the following
questions to assist with your ongoing development:
1. What key points have you learnt from the activities in this module that will help
you in providing care for people with life-limiting illnesses and their families?
2. What specific strategies do you plan to incorporate as a graduate health care
professional?
3. Do you see any difficulties using what you’ve learnt here as part of your practice
as a health care professional? If so, what strategies might you use to address
these difficulties?
CONGRATULATIONS. You have now completed Focus Topic 1 of PCC4U.
You should now be able to:
n

Discuss the key principles and components of an effective multidisciplinary
approach in responding to the needs of individuals with life-limiting illnesses

n

Identify the role of the multidisciplinary team in caring for people with
life-limiting illnesses and their families

n

Analyse the various care contexts and the roles of the multidisciplinary team
in caring for people with life-limiting illnesses.
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Transcript Topic 1
Multidisciplinary care

Betty’s story
Betty’s story
1 min 31 sec
Betty: I’m seventy-nine years old and
about two years ago my doctor told
me that my kidneys were not working
properly. He sent me to a renal specialist
and he told me I had stage 3 chronic
kidney disease. Now I have diabetes and
high blood pressure, but I had no idea
that my kidneys were not working, so
I’m on a special diet and taking tablets.
And Alan, Alan’s been so good, making
most of the meals. My daughter Cheryl
has been popping in from time to time,
keep an eye on me, and check up on me
and she brings our lovely grandsons, and
they certainly cheer me up. The team
at the clinic have been very supportive;
they’ve told me that overtime this kidney
function will only worsen and I do
understand that I’m not going to get
better. Actually, I’m worried about what’s
happening at the moment. I’m tired all
the time, my legs are swollen, I feel sick,
I can’t eat. I think I’ll have to talk to
Leanne and make a decision about what
is going to happen when I’m sicker.
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The team meeting
4 min 31 sec
Gillian (Nephrologist): Well Thanks for
coming everyone and Chris is online.
Chris (Clinical Psychologist): Hi all
Leanne (Nurse practitioner): Hi Chris
Gillian (Nephrologist): Let’s start with
Betty Harrison. Now I saw Betty and
Alan last week and things have really
deteriorated. Leanne would you like to
start?
Leanne (Nurse practitioner): Yeh,
Thanks, I am concerned about Betty,
her kidney disease has progressed to
stage four. So I would like to discuss her
symptoms management and end-of-life
care for Betty.
So she’s seventy-nine years of age, she’s
a diabetic type two, she has ischemic
heart disease, and had a myocardial
infarction about two years ago and has
peripheral vascular disease. When we
saw her in clinic last week and she had
quite a few symptoms including lethargy,
oedematous legs, some slight shortness
of breath. She was hypertensive and has
also been experiencing some nausea in
the mornings.
So let’s start with a review of our
plan with Betty’s management of her
co-morbidities and some of these
symptoms.

Tony (Pharmacist): Last week we noticed
quite a difference in Betty. She raised
some concerns about the number of
medications she’s on; she’s starting
to get a little bit muddled. So I did a
medication review, looked at all her
medications, sent her home with a list of
them all. I need to flag though that we’re
going to need to start withdrawing her
medications in the not too distant future
and obviously we’ll have to do this very
carefully given all her co-morbidities.
Gillian: So let’s review her medications at
each team meeting okay? We’ll address
those polypharmacy issues as they come
up.
Tony: That sounds good, but for the new
symptoms we’ve started her on a diuretic
and just adjusted the dose of her ACE
inhibitor as well.
Leanne: Yeh and we’ve decided to start
her on an erythropoietin-stimulating
agent. So hopefully this will give her a
boost just to help to make her feel a little
bit more energetic and less symptomatic
with the tiredness.
Tony: So I think we’ve pretty much got
her on the right medications at the
moment. I’ll see her again in a week
or so, and she knows if there are any
problems to contact us. Hey Jane!
Leanne: I’d also like to look at some nonpharmacological measures as well and
I’ll write those into her care plan. So Jane
let’s talk later about some strategies to
help manage Betty’s activities and her
rest.
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Are there any more comments/ questions
about her symptoms?
Team: No
Leanne: Alright well I’d like to talk about
Alan and Betty’s emotional wellbeing.
Gillian, how was your meeting with them?
Gillian: Well I spoke to them both last
week, and talked to them about endof-life care and what Betty does and
doesn’t want. She asked me about
dialysis and in particular wanted to know
if it might improve her quality of life. So,
I spoke to them about her co-morbidities
and explained to her that for her dialysis
might not extend either quality or the
length of her life.
Pamela (Social worker): It’s a lot for
Betty to take in. How did she respond to
that?
Gillian: It was a lot for her to take in
and she was quite overwhelmed by the
change in her condition.
I reassured both of them that there’s
no rush to make any decisions and that
our team will be there to support them
through the entire process. She seemed
certain by the end of session that she
wants conservative management with
supportive palliative care at end of life.
I’m not concerned about her decisionmaking capacity and I’m fairly confident
she’s not clinically depressed. But I did
refer her to Chris for a psychology review
because it gave her a chance to talk
about it all. So Chris would you like to fill
us in please?

Chris: Hi all, I was able to see them
yesterday and Betty was quite settled
and as you say she isn’t clinically
depressed. She does have a good
understanding of her situation, we talked
about symptom management and her
options around palliative care. Betty was
quite clear, she doesn’t want dialysis and
she would like to die at home.
Pamela: Hi Chris, it’s Pam here. Sounds
like you’ve had a good session with
Betty.
Pamela: In light of these end-of-life
discussions it would be good to see
Betty for some advanced care planning,
and to explore what’s really important
to her. And to have it all documented,
if that’s what she wants. I’m seeing her
later this week, and I’m happy to raise it
with her. Is everyone okay with that?
Team: Yes
Chris: That sounds good. I’m also happy
to see them again, although can I just
flag with everyone, I will be on holidays
for a few days now. But I’ll forward details
on who’s covering for me.
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Ongoing information and communication
3 min 36 sec
Chris: I’m concerned about the burden
of Alan caring for Betty at home. He is
very supportive, but he is also quite frail.
Leanne: Yeh I agree, Alan is 79 he has his
own medical problems to worry about.
Jane, do you have any thoughts on that?
Jane (Occupational therapist): What’s
Betty’s home situation like?
Leanne: She lives in a two bedroom
unit on the ground floor, there are lot of
neighbours who support them.
Pamela: Alan and Betty’s daughter
Cheryl, she lives locally, she’s very
supportive. She drops in all the time with
her two little boys.
Jane: Are there any community services
going in?
Pamela: No, not at the moment. I have
offered to arrange for help with the
cleaning and the shopping and I’ve also
explained respite care options, you know
to help give Alan a break but they’re
pretty keen to cope on their own.
Jane: Yeh and that’s pretty
understandable isn’t it? What about
Cheryl, you said she lives locally.
How involved is she?
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Pamela: She’s a single mum, she’s got
two young kids and she works three days
a week, so she’s a very busy woman. But
I’m meeting her at the house later in the
week, so I can see how she’s going and
let you know.
Jane: That’ll be great. I’m really keen
to do an OT function and an ADL
assessment in the home, and could we
maybe do that as a joint visit with the
community palliative care, and that way
I can give them some advice about how
to deal with lethargy. Has Betty been
referred to the community palliative
care?
Leanne: Yeh, I referred Betty a few
weeks ago, and Sue, one of the nurses
has been in to see them, and meet them
in preparation for when the disease
progresses. But we’ve discussed that and
agreed that at this stage we don’t really
required a lot of input from them, I’m just
going to keep Sue up to date with our
meetings. But you can organise to meet
with her back at the house if you want to.
Jane: Okay, well I’ll give Sue a call and
make it a time when Alan and Cheryl
can be there as well. And then that way I
can show them both some strategies to
help them deal with caregiving tasks and
make it a little bit easier for them.

Leanne: Um Anna, How is Betty doing
from a nutritional point of view?
Anna (Renal dietician): Oh she’s been
managing her diet really well ever since
she’s been diagnosed. So I’ve spoken to
her about the different food types, about
the relevance of protein and potassium
in her diet and she seems to be taking all
that on board. Um the only thing is her
serum phosphate levels, they are a bit
higher than they used to be and that’s a
bit of a concern for me.
Leanne: Well I’ll organise to get her
bloods checked regularly, and I’ll keep
you updated with the results. I mean we
may need to put her on a phosphate
binder if her phosphates rise too much
and she becomes symptomatic.
Anna: Yeh Betty did ask me what
will happen once her kidney function
gets worse. So I’ve given her as much
information as possible, including
the food types that she will have to
stop eating and drinking. She seems
to be okay with that, I’ve also given
her resources on how to deal with the
nausea, the headache, the itchiness,
and the tiredness. Oh I’ve also given
Alan and Cheryl some new recipes, so
hopefully that will take their mind off
things for a little bit.

Gillian: That’s good Anna, it sounds like
you’ve covered everything. Well given
the change to Betty’s situation and our
plan to coordinate care to support a
home death, let’s review Betty again next
week and share our assessments. There’s
a lot going on for them in the next few
weeks so please contact Leanne or I if
any of you have any concerns.
Leanne: Are there any more comments
or questions?
Team: No
Leanne: Okay, well I’ll give Betty’s GP
a call tomorrow and just update him on
what we discussed today in our team
meeting. He’s been really involved
in Betty’s care and wants to be kept
in the loop. So just to prioritise then
from today’s meeting, the important
things about Betty’s symptoms are
her oedematous legs, her shortness of
breath, her lethargy, hypertension (fades
out).
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Betty’s disease progresses
1 min 29 sec
Betty: Things have been awful really,
the tablets help but not very much, it’s…
it’s always there. And as for the retched
itching, it never stops. I’ve just had
enough of these tablets and I can’t…
can’t even swallow them, I choke every
time. I know I’m going to die. I just want
to be home with my family, I want to be
able to have a laugh with them, I…I want
to see my gorgeous grandsons before
I die, I know I will never ever see them
grow up.
The clinic has been so… so good to me
and they’ve listened to what I’ve said,
and try to find every way possible to
ease my pain. I couldn’t have done this
without them. Everything’s in order, and
all my affairs have been sorted.
I… I do worry about Alan, I don’t know
how he’s going to cope when I die.
But I know Cheryl and the boys will look
after him.
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 he team implements an end-of-life care plan
T
2 min 4 sec
Leanne: Okay, it’s been several months
now since we discussed end-of-life care
with Betty and Alan.

Tony: I can provide some input around
the subcutaneous medication if
necessary.

Betty is now in stage 5 of her kidney
disease. Her GFR is 6 and her creatinine
is 438. So we’ve discussed openly with
Betty and Alan since the diagnosis and
both Betty and Alan are aware that
Betty will die soon, so our main goal
now is to support Betty at home with
her symptoms management and support
Alan and Cheryl with this as well.

Leanne: Okay great, Thanks Tony

Chris: So how’s Betty doing?
Leanne: Hmm not so well, she has severe
pruritus, which is driving her crazy, she’s
got nausea she’s very weak and lethargic.
So she’s actually having a lot of trouble
swallowing her tablets, the palliative care
team will have to start a syringe driver
soon for the pain I think. Umm so they’ve
actually asked if they could collaborate
on her medication management. Uh so
I’m going to organise a meeting with the
palliative care team and Betty’s GP in
the next couple of days, so that we can
review her care plan and her medication
management

Pamela: I’d like to refer Alan and Cheryl
to the bereavement support program,
run by the palliative care team.
Anna: I’ll also like to check to see if they
need any additional nutritional support
perhaps at this point.
Leanne: Okay thanks
Chris: Can I also just take this time to
remind everyone that Craig our staff
counsellor is always available. He could
come and have a chat with us as a group
or individually if anyone wants.
Leanne: Yeh thanks Chris. Actually last
time I spoke with Betty and Alan they
asked me to pass on their sincere thanks
to the team for the ongoing support over
the last two years. And I think they’ve
both progressed really well and hopefully
we’ve managed to meet our goal, which
is for Betty to die at home with some
dignity and some comfort.
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Alan’s perspective
2 min 48 sec
I can’t help but worry about looking after
Betty at home. Not that I told her that.
I didn’t want to worry her. The team has
been great, always keen to help us no
matter what the problem; I could not
have done without them. Betty’s renal
team have seen her regularly and the
community palliative team sees us now
at home. Everything seemed so well
planned and coordinated. I still feel on
top of things but, with all these people
surrounding us and so willing to help.
The team arranged for some volunteers
to be with Betty when I go out. I don’t go
much, walk down to our favourite spot,
talk with Cheryl and the boys sometimes.
I know Betty’s had enough now, she’s
ready to die. She’s suffered nausea,
she’s suffered these terrible itchings; the
palliative nurses have some idea of how
to manage these things so we’re going to
try them. I worry about what will happen
when all this is over. Will I fall in a heap?
When all the team has gone. Those
wonderful grandsons, they’ll see me
through. We had a great life together…
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Topic 2

Caring for Aboriginal people with
life-limiting illnesses

To provide quality care for people with life-limiting illnesses and their families you need to be able to
respond effectively to their specific needs.
Overview
Topic 2: Caring for Aboriginal people with life-limiting illnesses will help you develop the knowledge and
skills needed to provide quality care, across various healthcare settings, to Aboriginal people with lifelimiting illnesses and their families.
Aims and objectives
This focus topic is based on the core principles of palliative care and is designed to supplement the
learning activities in Module 1: Principles of palliative care.
After completing this focus topic, you should be able to:
n

Identify the practice principles of caring for Aboriginal people with life-limiting illnesses.
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Topic 2

Caring for Aboriginal people with life-limiting illnesses
SECTION

ACTIVITY

VIDEO

1

1. Tom’s story
2. Engaging with Aboriginal communities
in providing palliative care
3. Acknowledging specific needs
4. Communication principles when caring
for Aboriginal people
5. Communicating with Tom’s family
6. Building capacity

2 min 16 sec

2

Caring for Aboriginal people
with life-limiting illnesses

Reflections on what you have learnt
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1 min 40 sec

3 min 40 sec

Topic 2

Section 1: Caring for Aboriginal people
with life-limiting illnesses
In this section you will:
n

Explore the practice principles of caring for Aboriginal people with
life-limiting illnesses

n

Consider how you can ensure the care you provide is culturally safe.

Activity 1: Tom’s story
Tom is a 55-year-old Aboriginal man
with advanced lung cancer and multiple
metastases. He collapses at home,
his family call the ambulance and he
is admitted to the ward, extremely
breathless. His disease is now end-stage.
Tom’s wife Cec and their son Jimmy are
with him in the ward.

Thinking Points
1. What are some of the communication
issues illustrated in the video?
2. Think about your own discipline
and identify actions you could take
to ensure that the care you will
provide to Tom and his family
is culturally safe.

Tom’s story
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Activity 2: Engaging with Aboriginal communities
in providing palliative care
Australian Aboriginality is a broad
category within which are embedded
many language groups and subcultures.
Aboriginal peoples are the Indigenous
Australians and should be respected
as the traditional custodians of the
land. Indigenous Australians make
up approximately 2.5% of the total
population. [1]
Factors which may impact on healthcare
provision to Aboriginal people include:
n

n

n

n

Historical factors such as
interactions with European settlers,
and detrimental government and
healthcare policies & practices  [1, 4]
Social factors including welfare issues,
education and employment  [2]

respiratory disease and ischaemic
heart disease. [3] This may make
experiences of grief and loss especially
profound.
Fundamental to providing culturally safe
palliative care to Aboriginal people are
three key practice principles. The first
of these principles is to engage with
Aboriginal organisations and personnel
in the planning, provision and monitoring
of palliative care to ensure culturally
relevant requirements are addressed and
preferences of the patient and/or their
family are considered. [4]
Some ways in which you can engage with
Aboriginal communities include:
n

Refer to and establish links with
Aboriginal liaison officers and/or
Aboriginal health workers – they can
be an invaluable resource in hospital
and community settings  [1, 4, 5]

n

Liaise with the appropriate Aboriginal
organisations as part of discharge
planning

n

Refer to Aboriginal Medical Services
(AMS), Regional Councils, Aboriginal
community health organisations for
information as required

n

Acknowledge the importance of
kinship, traditional healers and bush
medicines for some individuals. [4, 5]

Physical and environmental factors
including housing, access to safe water
and sanitation and necessary services
(electricity, phone etc) [2]
Mortality and morbidity data.
The life expectancy gap between
Indigenous and non-Indigenous
Australians is currently estimated
to be 11.5 years for men and 9.7
years for women. [2] 80% of the
mortality gap can be attributed to
chronic diseases. [2] From ages 3554, the ratio of Indigenous to nonIndigenous death rates is highest for
diabetes, diseases of the liver, chronic
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Thinking Points
1. Consider how each of these
factors – historical, social, physical
and environmental, mortality and
morbidity – can impact on the
provision of palliative care for
Aboriginal people

Activity 3: Acknowledging
specific needs
Sarah contacts Nancy, the hospital
Aboriginal Liaison Officer. They get
together for a discussion about Tom’s
admission. Sarah asks Nancy for some
support and advice in how to progress
caring for Tom and his family.
Their discussion highlights several key
issues to consider when caring for an
Aboriginal family. Nancy offers to come
and see the family with Sarah.

 cknowledging specific
A
needs

Thinking Points
1. Nancy says: “We need to take our
cues from the family”. What does
this mean?
2. Nancy mentions to Sarah that the
local Aboriginal Medical Service
might be a good resource in terms
of locating a traditional healer.
3. Go to the website Australian
Indigenous HealthInfoNet and move
through the sections about health
systems/health workers/organisations
and find your local Aboriginal
Medical Service on the map.
4. Identify the key elements of their
service.

1.

Taylor, K. & Guerin, P. (2010). Health Care and Indigenous Australians: Cultural safety in practice. Melbourne, VIC:
Palgrave Macmillan

2.

AIHW. (2011). The health and welfare of Australia’s Aboriginal and Torres Strait Islander people: an overview 2011.
Cat. no. IHW 42. Retrieved December 9, 2011, from www.aihw.gov.au/publication-detail/?id=10737418989

3.

AIHW Indigenous observatory. (2011). Life expectancy. Retrieved December 9, 2011, from www.aihw.gov.au/
indigenous-observatory-life-expectancy/

4.

Commonwealth of Australia. (2004). Providing culturally appropriate palliative care to Aboriginal and Torres Strait
Islander Peoples: Resource Kit. Retrieved December 9, 2011, from www.health.gov.au/internet/main/publishing. nsf/
Content/palliativecare-pubs-indig-resource.htm

5.

McGrath, P. (2010). The Living Model: An Australian model for Aboriginal palliative care service delivery with
international implications. Journal of Palliative Care, 26(1), 59-64.
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Activity 4: Communication principles when caring
for Aboriginal people
The second key practice principle
when caring for Aboriginal people is to
communicate with the individual, their
family and community and Aboriginal
Health Workers in a sensitive way that
values cultural safety. [1]

n

Start interactions simply ‘having a
yarn’ and allow the conversation to
progress slowly to the point at hand
and at the same time incorporate
patient and family education

n

Confirm that information has been
understood

n

Avoid using medical jargon

n

Complete a comprehensive, holistic
clinical assessment

n

Identify, respond to and document
specific cultural and spiritual needs,
ceremonies or practices, including
post death

n

Support families who have large
numbers of visitors. Consider moving
the individual to a larger room near
the ward entrance. [1, 2, 3]

Such communication can require you to:
n

n

Ensure that the right information is
being shared with the right people [2]
Identify the nationhood of the
Aboriginal individual

n

Check with the individual and their
family about what is appropriate to
talk about

n

Consider culturally safe
communication strategies relevant
to the individual and their family
eg, teleconferences, family meetings
and translators

n

Allocate an appropriate amount
of time to facilitate meaningful
discussions

Thinking Points
1. ‘Yarning’ allows the longer narrative
to be told.
n

What is your understanding of
‘yarning’?

n

What is its relevance in end-oflife care?

2. Access the CareSearch “Talking
Together” page. Outline specific
strategies you might use to apply
these principles in practice.

1.

Commonwealth of Australia. (2004). Providing culturally appropriate palliative care to Aboriginal and Torres Strait
Islander Peoples Resource Kit. Retrieved December 9, 2011, from www.health.gov.au/internet/main/publishing.nsf/
Content/palliativecare-pubs-indig-resource.htm.

2.

McGrath, P. (2010). The Living Model: An Australian model for Aboriginal palliative care service delivery with
international implications. Journal of Palliative Care, 26(1), 59-64.

3.

Taylor, K. & Guerin, P. (2010). Health Care and Indigenous Australians: Cultural safety in practice. Melbourne, VIC:
Palgrave Macmillan.
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Activity 5: Communicating
with Tom’s family
Sarah and Nancy return to the bedside.
Tom is now very unwell and is extremely
breathless. The family are pleased to see
Nancy. Sarah is concerned about Tom’s
symptoms.

 ommunicating with
C
Tom’s family

Thinking Points
1. What strategies are demonstrated by
Nancy at the beginning of the scene
to facilitate effective communication
with Tom?
2. What recommendations would you
make to improve communication by
Nancy and Sarah?
3. What are the key needs and concerns
likely to be for Tom and his family as
they face Tom’s imminent death in
the hospital? Provide evidence for
your answer.
4. Jimmy states that “Dad knows he’s
not going to make it back to country
to die.” Based on this scene, what are
some of the reasons that Tom may
want to return to country to die?
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Activity 6: Building capacity
The third practice principle is to provide
information or training to all personnel
to enable the provision of culturally safe
palliative care to Aboriginal peoples. [1]

n

Sourcing culturally appropriate
education materials

n

The Centre for Cultural Competence
Australia provides training and
development to individuals and
organisations in the field of Aboriginal
and Torres Strait Islander Cultural
Competence

n

Closing the gap in health outcomes
between Indigenous and nonIndigenous Australians is currently
a key priority within Australia. [3]

Consider the following:
n

All healthcare staff, including nondirect care workers, should complete
cultural safety training [1]

n

Non-Indigenous Australians must
increase their knowledge and
understanding of the correlation
between historical events, political
agendas, economics and ill health

n

Building workplace relationships and
partnerships with Aboriginal Health
workers/ Indigenous liaison officers to
enhance the practical knowledge of
staff in regard to providing culturally
safe care [2]

Thinking Points
1. What resources are available to
support health professionals maintain
a culturally safe environment when
caring for Aboriginal people?
2. How do you determine if the care
you are providing is culturally safe?

1.

Commonwealth of Australia. (2004). Providing culturally appropriate palliative care to Aboriginal and Torres Strait
Islander Peoples: Resource Kit. Retrieved December 9, 2011, from www.health.gov.au/internet/main/publishing.nsf/
Content/palliativecare-pubs-indig-resource.htm.

2.

Queensland Government. (2011). Sad news, sorry business. Guidelines for caring for Aboriginal and Torres Strait
Islander people through death and dying. Retrieved December 9, 2011, from www.health.qld.gov.au/atsihealth/
documents/sorry_business.pdf.

3.

Australian Indigenous HealthInfoNet. (2011). Closing the gap. Retrieved December 9, 2011, from www.healthinfonet.
ecu.edu.au/closing-the-gap.
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Topic 2

Section 2: Reflections on what you have learnt
It is essential for all healthcare professionals to develop the capacity for reflection
and self-evaluation of their professional and personal experiences, and to consider
how this can impact on themselves and others.
Consider the focus topic you have just completed and reflect on the following
questions to assist with your ongoing development:
1. What key points have you learnt from the activities in this module that will help
you in providing care for people with life-limiting illnesses and their families?
2. What specific strategies do you plan to incorporate as a graduate healthcare
professional?
3. Do you see any difficulties using what you’ve learnt here as part of your practice
as a healthcare professional? If so, what strategies might you use to address
these difficulties?
CONGRATULATIONS! You have now completed Focus Topic 2 of PCC4U.
You should now be able to:
n

Identify the practice principles of caring for Aboriginal people with life-limiting
illnesses.
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Transcript Topic 2

Caring for Aboriginal people
with life-limiting illnesses

Tom’s story
Tom’s story
2 min 16 sec
Cec (Tom’s wife): Tom, Tom the
ambulance is coming to take you to
hospital!
Jimmy (son): Mum, mum what
happened?
Cec: He couldn’t sleep, he was hot and
sweaty, couldn’t keep still, he got up to
go to the toilet.
I heard a crash. He just fell.
Jimmy: Dad, dad you okay old mate?
Tom: Yeh! Yeh, I’m alright!
Jimmy: Okay, okay everything’s fine dad.
The ambulance is coming, we’re all here.
[In hospital]
Sarah (Nurse): Hi Tom, what have
you been up to then? Having a bit of
excitement to start your day?
What happened this morning Tom?
Tom: I was on the way to the toilet and
next thing I knew I was on the floor. Felt I
couldn’t get my breath.
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Sarah: You must’ve both got a fright.
What happened just before you fell?
Tom: Not sure, just remember being on
the floor.
Sarah: That’s okay Tom, we’ll have a look
at everything and see if we can find out
what’s going on.
You’ve been coming to the hospital for
some time now, haven’t you? How longs
it been?
Cec: Yeh, it’s been a while now hey, over
a year now.
Sarah: What’s your biggest worry at the
moment?
Tom: I’m okay really. I’ve got the family
coming around to help Cec, which is a
good thing.
Sarah: Tom, I can see a difference in you
since we saw you last and I can see that
you’re in pain and that you seem to be
having trouble breathing. Tom I’d like to
talk to you about some medications we

can use to help manage your pain and
breathing. How would you feel about
having a chat about that? Perhaps there’s
someone else you’d like to be here while
we talk about these things? Or I can ask
Nancy our Aboriginal liaison officer to
come in? [Tom nods] Okay Tom, I’ll let
you rest now and I’ll come back in a little
while. Here’s your call button, I’m just
going to put it right there, if you need
me just call, just press it okay. Alright,
I’ll be back soon.

PCC4U Implementation Guide I Learning Resource I 2020 237

Acknowledging specific needs
1 min 34 sec
Sarah: Tom’s back in with us following a
collapse this morning. I started admitting
him, but he just wasn’t comfortable
talking to me about this last episode.
Actually I felt really uncomfortable and I
didn’t really know what to say.
Nancy (Aboriginal liaison officer):
What’s the biggest concern about Tom at
the moment?
Sarah: He’s in a lot of pain, and he’s
having trouble breathing. I mentioned
that I’d like to try some tablets to try and
help manage his symptoms but he just
stopped engaging with me. I don’t know
why?
Nancy: Well he’s probably worried about
a lot of things at the moment. I think first
and foremost we need to let him settle in
with the family and he’s also likely to be
sensing something is really different this
time.
Sarah: Absolutely, it’s been documented
that his condition has been deteriorating
by his team.
They’ve also mentioned that his
prognosis is very poor. That has also
been discussed with his family.
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Nancy: And I’m sure Tom and his family
are really aware of that.
Nurse: Absolutely, he has definitely
deteriorated since I saw him last. I’m
really worried about his symptoms; they
need to be managed properly.
Nancy: Yes, we do need to be mindful
though that Tom may want to use a
traditional healer or he may want to use
some traditional medicines.
Sarah: Oh okay, I don’t really know much
about that so what would I need to do to
arrange for that to happen.
Nancy: Importantly we need to take
the cues from the family first. They
may already be dealing with some
traditional medicine or some healers. If
not though we can always contact the
local Aboriginal medical service and see
if they’re dealing with any traditional
healers at the moment, but importantly
we need to take the cues from the family
first.
Sarah: Yes.
Nancy: Should we go and see him?

Communicating with Tom’s family
3 min 28 sec
Nancy: Hey Tom, good to see you. How
you doing Cec? Good to see you Jimmy.
You been alright Uncle, you been up to
country lately?
Tom: We was up there a month or two
ago, that right Cec, yeh.
Cec: Yeh, about that.
Nancy: How’s all the mob?
Tom: They’re all good.
Nancy: Now Uncle, I hear that you’ve
been talking to Sarah the nurse and she’s
told me that you’re in a little bit of pain,
and that you’re breathless.
Tom: Yeh, I don’t want them to put
me on that morphine. Remember Cec
when they gave it to Aunty Joyce. That
morphine, made her real drowsy. She
couldn’t even speak and then she died
the next day.
I’m not staying here, we can manage at
home. Anyway I want to see Uncle Joe!
Jimmy: Yeh that’s okay Dad, I’ll talk to
Uncle Joe. I’ll get him to come have a
yarn, okay. But let’s listen to what Sarah
has to say first hey.
Sarah: Tom it’s understandable that your
experience with Aunty Joyce would make
you cautious about morphine. We would
use a small amount to help manage your
pain and breathing without making you
drowsy. From what you’re saying, it’s
really important for you to be awake and
not drowsy, is that right?

Tom: Yep, not drowsy. I want to be awake
so I can have a yarn with everybody,
keep in control.
That’s what this is all about isn’t it?
Sarah: Let me look at this brochure
with you, it’s good. It tells you all about
morphine and how it might help you. It
helps explain the medical jargon. Let’s
go through it together. Fades out
Okay so Tom does that make a little
more sense now about why we’re
wanting to use morphine to help control
your pain and breathing? Why don’t you
have a yarn with your family? I’ll have a
chat with the doctors now. I’ll come back
and we can talk about anything that you
need to.
Jimmy: Hey Sarah, I’ll start tracking
down Uncle Joe.
Sarah: Who’s Uncle Joe?
Jimmy: Uncle Joe is an elder back in
country; he’s what you call our traditional
healer. It’s really important that he’s part
of all the decisions that are made.
Sarah: Does he need to come down
here, or can we get him on the phone?
Jimmy: Oh, I can get him on the phone.
Sarah: Okay well I can try and set up
a family meeting via teleconference.
Would that be okay?
Jimmy: Yeh, no worries. Thanks Sarah.

continued over page
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Communicating
with Tom’s family
3 min 28 sec continued
Sarah: Jimmy I was wondering if you’d
like us to move your dad into a single
room, up near the entrance of the ward.
There’s a big area there where your
whole family can wait and probably visit
your dad in larger numbers than just the
usual two visitors at a time policy.
Jimmy: Sounds great, thank you.
Sarah: Okay, is there anything else that
you need right now?
Jimmy: Dad knows that he’s not going
to make it back to country to die. I really
do think he needs to share his stories
with the folks back home. I think he really
needs to say his final goodbyes, it’s really
important.
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Topic 3

Caring for children with life-limiting illnesses

To provide care that is responsive to the specific needs of children with life-limiting illnesses and their
families, it is important to understand the social, personal and illness experiences of individuals facing
such a condition and how the principles of palliative care can be applied to support children and their
families.
Overview
Topic 3: Caring for children with life-limiting illnesses will help you develop the knowledge and skills
needed to provide care, across various health care settings, to children with life-limiting illnesses and their
families.
Aims and objectives
After completing this focus topic, you should be able to:
n

Discuss the key principles associated with caring for children with life-limiting illnesses and their families

n

Describe the process of assessment and management of children with a life-limiting illness and their
families, through an interdisciplinary approach to care

n

Identify strategies to facilitate coordination of care for children with a life-limiting illness, their families
and their communities.
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Topic 3

Caring for children with life-limiting illnesses
SECTION

ACTIVITY

1

1. Impact of life-limiting illnesses
2. The family’s experience of their child’s
life-limiting illness
3. Emily’s story
4. Paediatric palliative care concepts

2

3

4

Understanding needs of children with
life-limiting illnesses and their families

Principles of care for children with
a life-limiting illness

5. Communication with children and their families
6. Emily’s review
7. Collaborative approaches to care

Supportive care interventions

8.
9.
10.
11.

Reflections on what you have learnt
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Supportive approaches to care
Emily’s case conference
Psychosocial and spiritual support for children
Psychosocial and spiritual support for families
and community
12. Emily’s progression
13. Self-care for health professionals

VIDEO

1 min 34 sec

3 min 44 sec

6 min 30 sec

1 min 02 sec

Topic 3

Section 1: Understanding needs of children
with life-limiting illnesses and their families
In this section you will:
n

Review key principles for responding to the needs of children with life-limiting
illnesses and their families

n

Review illness trajectories and their implications for children with life-limiting
illnesses

n

Learn about loss and bereavement in the context of children and their families.

Activity 1: Impact of life-limiting illnesses
Life-limiting illnesses in childhood
Life-limiting illnesses in children can
include a varied and diverse range of
health disorders, including: [1]
n

Genetic or congenital disorders

n

Neurological disorders

n

Cancers, brain tumours, solid tumours

n

Respiratory disorders

n

Gastrointestinal disorders

n

Cardiovascular disorders

n

Metabolic disorders

n

Renal diseases

n

Immunological disorders.

These illnesses can be divided into four
broad groups that are associated with
differing trajectories :[2-6]
n

Life-limiting illnesses for which
treatment may be feasible but can fail
eg, cancer

n

Illnesses where there may be
long periods of treatment aimed
at prolonging life, though life is
ultimately limited eg, complex cardiac
disease

n

Progressive illnesses with no curative
options eg, neurodegenerative
disorders such as Battens Disease,

Spinal Muscular Atrophy type 1
n

Irreversible illnesses causing
disability leading to possible
health complications and likely life
threatening implications eg, severe
cerebral palsy with complex medical
conditions.

Illness trajectories for children with lifelimiting illnesses are often uncertain, as
medical advances are rapidly altering
outcomes. This uncertainty can cause
significant distress for children and their
families. It can also defer appropriate
early referral to a palliative care service. [7]
Impact of life-limiting illnesses
Life-limiting illnesses impact physically,
emotionally, spiritually and socially on
children and their families. The impact
of life-limiting illnesses often extends to
friends, schools and communities. [2,3,8-11]
For example, some life-limiting illnesses
are associated with symptoms such
as pain. These symptoms can affect
the child’s ability to attend school and
socialise with other children, with parents
and carers becoming children’s main
social contacts.[8,9,11] Isolation at different
stages of a child’s life may affect their
physical, psychological, cognitive and
continued over page
PCC4U Implementation Guide I Learning Resource I 2020 243

Activity 1: Impact of life-limiting illnesses continued
social development. [12] Older children
who have absences from school often
report anxiety about their academic
performance. Children can also be
affected by altered self-image, often
causing them to strive for normality. [13]
A child’s experience of living with a
life-limiting illness is influenced by their
age and developmental stage. [9]
It is important to assess each child’s
understanding of their illness, as a

range of factors including personal
experience with illness can influence
their experience. [11]
The following table summarises common
features of the child’s concept of death at
different ages, although it is important to
consider this as a guide as considerable
variation can exist. [14-19]

Table 1: Children’s age related understanding of dying and death
Age 0–2 years:
n

Sees death as separation or abandonment

n

Has no cognitive understanding of death

n

Feels despair from disruption of caretaking.

Age 2–6 years:
n

Often believes that death is reversible, temporary

n

May perceive death as a punishment

n

Engages in magical thinking that wishes come true – may feel guilt for negative feelings
toward the person who died, and think that was the cause of death.

Age 6–11 years:
n

Shows gradual understanding of irreversibility and finality of death

n

Demonstrates concrete reasoning with ability to comprehend cause and effect relationship.

Age 11 years or older:
n

Understands that death is irreversible, universal, and inevitable

n

Has abstract and philosophical thinking.

244 PCC4U Implementation Guide | Learning Resource | 2020

Activity 1: Impact of life-limiting illnesses continued
Children with life-limiting illnesses can
experience needs across many domains
of health, requiring a comprehensive
assessment approach, using language
and techniques appropriate to their
development stage. Key areas for
assessment include: [11,20]
Physical concerns
n

Identify pain or other symptoms,
using strategies that are age or
developmental stage appropriate

Psychosocial concerns

Spiritual concerns
n

Discuss spiritual needs

Planning for end-of-life care
n

Identify decision-makers

n

Discuss anticipated illness trajectory

n

Identify goals of care

n

Consider concerns near end of life

n

Consider acute resuscitation plan if
appropriate.

Practical concerns

n

Identify the child’s and family’s fears
and concerns

n

Plan communication and coordination
of healthcare team

n

Identify coping and communication
styles

n

Identify child and family preferences
for location of care

n

Discuss previous experiences with
death, dying or other traumatic life
events

n

Discuss child’s home or school
environment

n

Assess child’s current and future
functional status

n

Identify possible financial
consideration on family. [11]

n

Assess resources for bereavement
support

Thinking Points
1. Consider the following illnesses and
for each, describe possible illness
trajectories:
n

Spinal Muscular Atrophy type 1

n

Infantile Battens disease.

2. In what ways does a child’s
developmental stage influence their
understanding of dying and death?
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Activity 2: The family’s experience of their child’s
life-limiting illness
Caring for a child with a life-limiting
illness is associated with immense grief,
shock, fear, suffering, helplessness
and denial. [1, 2] It is one of the most
difficult situations families/carers may
experience. [3]
How people respond to the news of a
diagnosis or recognition of an illness
or condition will be unique to them
and healthcare professionals need to
be able to support them through this
time. Parents may feel a sense of failure
at not being able to protect their child
from illness, suffering and reduced lifeexpectancy. When caring for a child who
is debilitated for a long period, parents
may experience chronic sorrow and an
increasing burden of care. Even when
they have a thorough understanding of
their child’s illness and prognosis, and
have been preparing for the death of
their child for a long time, they can still
feel numbness, shock and disbelief when
the child dies. [1]
Parents can experience a wide range of
concerns including: [1–3]
n

Fear, anxiety and stress associated
with observing their child’s distress
and the loss of their child

n

Financial burden associated with
medical management, equipment and
transport costs, as well as absences
from employment

n

A decline in parental physical health
due to stress and increased workload
associated with medical management
responsibilities, relationships and lack
of time for themselves.

Siblings of children with life-limiting
illnesses can also be affected. The
sibling’s experiences can include: [1–4]
n

Increased responsibilities

n

Stress from upheaval of family routine
and dynamics

n

Feelings of anxiety through concern
for sibling who is unwell as well as
separation from parents

n

Feelings of guilt about thoughts
they may have towards their sister or
brother

n

Feelings of embarrassment about
being seen in public with their unwell
or disabled sibling.

Grief and bereavement
The death of a child is one of the most
stressful situations a family can face. For
parents, feelings of grief and loss can
start well before the child has died. [1-3]
Responses to the death of a child will
vary. Some parents and siblings can
experience grief that continues long
after the death of a child. For many, this
is a normal response to a significant loss
and the continuing bonds that parents
have with their child even after the
child’s death. [1-3] Other individuals can
experience a more complicated grief. For
some, this complicated grief will require
additional professional supports. [5,6]
Grief and loss is often experienced also
by grandparents, friends, community
and health professionals involved in
the child’s care. Grandparents can
experience grief both from the loss of
their grandchild and from seeing their
own child experience loss. [5]
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Thinking Points
1. Consider the impact of long-term
medical management for a child with
a life-limiting illness. In what ways
might this impact on the child:
n

Physically

n

Emotionally

n

Spiritually

n

Socially?

2. What are some of the ways feelings
of grief might be experienced by
parents?
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Activity 3: Emily’s story
Emily is a 10-year-old girl who was
diagnosed at birth with a congenital
heart defect. Her parents were informed
soon after birth she had Hypoplastic
Left Heart Syndrome. The Paediatric
Cardiology Team were involved in
Emily’s care upon diagnosis. Emily
was not suitable for a heart transplant
according to the national criteria. Emily
had numerous reconstructive surgical
procedures until the age of nine when
Emily’s condition deteriorated and
further surgical procedures were not
possible.
Emily lives with her parents and younger
siblings on a cattle property in rural
Australia. Emily’s parents work on the
property and Emily’s mother has recently
obtained work in the nearest town to
assist the family financially.

Emily’s story

Thinking Points
1. Identify the stressors that Emily’s
parents might currently be dealing
with:
n

Physically

n

Psychosocially

n

Financially

n

Spiritually.

2. What are Emily’s current physical
concerns?
3. Identify the additional concerns for
children with a life-limiting illness and
their families who live in rural and
remote areas.
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Activity 4: Paediatric palliative care concepts
“Palliative care for children and young
people with life-limiting or life-threatening
conditions is an active and total approach
to care, from the point of diagnosis or
recognition throughout the child’s life and
death. It embraces physical, emotional,
social, and spiritual elements, and focuses
on enhancement of quality of life for
the child/young person and support for
the family. It includes the management
of distressing symptoms, provision of
short breaks and care through death and
bereavement.” [1]

Palliative care standards for children
remain the same as they do for adults,
with some care priorities that have
particular significance including: [3]
n

All children and families/carers are
unique, and no illness, child, family or
situation is the same

n

Paediatric palliative care aims to
provide the best quality of life for
children and adolescents with lifelimiting illnesses or conditions

n

Palliative care services for children,
adolescents and their families/carers
should be delivered when needed, in
the form needed and in the place of
their choosing

n

Palliative care is a necessary element
in the treatment of children and
adolescents with life-limiting illnesses
or conditions

n

Accessing palliative care services
does not mean that hope has been
abandoned.

The World Health Organisation’s definition
for paediatric palliative care includes the
principles: [2]
n

Palliative care for children is the active
total care of the child’s body, mind and
spirit, and also involves giving support
to the family

n

It begins when illness is diagnosed, and
continues regardless of whether or not
a child receives treatment directed at
the disease

n

Health providers must evaluate
and alleviate a child’s physical,
psychological, and social distress

n

Effective palliative care requires a
broad multidisciplinary approach that
includes the family and makes use of
available community resources; it can
be successfully implemented even if
resources are limited

n

It can be provided in tertiary care
facilities, in community health centres
and in children’s homes.

There are unique characteristics
of paediatric palliative care that
differentiate it from adult palliative care.
These warrant special consideration for
service planning and resource allocation.
Some of these characteristics include: [4-6]
n

Smaller number of children requiring
palliative care

n

Wider, more diverse range of
conditions

n

The whole family are involved in care
and often involved in decision-making
(families require support to undertake
these roles).
continued over page

250 PCC4U Implementation Guide | Learning Resource | 2020

Activity 4: Paediatric
palliative care concepts
continued
n

Allied health professionals with
specialised skills are required to meet
unique needs

n

Each child is learning, growing and
developing and the provision of
education and play is essential and
care tailored to their developmental
factors

n

Paediatric physiology and
pharmacokinetics differ to adults

n

Siblings require developmentallyappropriate individualised support

n

Care is often provided in the child’s
home

n

Children with a life-limiting illness
can have disabilities that have a
compounding effect on their specific
palliative care needs.

Key Resource
Paediatric Addendum – Palliative Care
Service Development Guidelines

Thinking Points
1. List key physiological differences
between children and adults that can
have implications when caring for a
child with a life-limiting illness.
2. In the context of your own discipline,
list examples of how you would apply
the following principles of paediatric
palliative care in your practice:
n

Providing a family-centred
approach to care

n

Providing care based on each
child’s developmental needs.
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Topic 3

Section 2: Principles of care for children
with a life-limiting illness
In this section you will:
n

Develop communication skills to enable you to respond effectively to children
with life-limiting illnesses and their families

n

Learn about principles for the assessment and management of children with
a life-limiting illness

n

Explore principles for coordinating care of children with life-limiting illnesses
and their family through a collaborative approach.

A
 ctivity 5: Communication with children and their families
Communication with children with
a life-limiting illness
Like adults, children often have questions
about their illness, care and dying. It is
important that responses to questions
are open, honest and age appropriate.
Age appropriate communication
with children and adolescents assists
with acceptance of their condition,
management of symptoms and
preparation for dying. Involving
adolescents in conversations and in their
own care planning creates trust with
health professionals. [1]
Age, individual developmental
stages and possible neurological
impairments need to be considered
when communicating with children.
Communication should be directed at
the child though, depending on age,
communication about care could also
be through parents. Consider all family
members who need to be involved when
discussing aspects of the child’s care. [2]
Strategies when talking to children
include:
n

Tailor communication to meet the
child’s developmental stage [3]

n

Use age appropriate methods of
communication such as drawings,
books, action based toys [4]

n

Be honest and maintain trust, be clear
with responses to questions

n

Take time to be together and
communicate, not just about their
illness

n

Allow children to have a break away
from family and carers

n

Be prepared to listen to and revisit
conversations about care. [5]

Communication with family
Parents of children with life-limiting
illnesses report that communication
difficulties with health professionals
about death are among the most
stressful situations experienced. [6]
Conversations about care, choices and
advanced planning are vital to ensure
families are part of the plan of care.
When talking with children with a lifelimiting illness and their parents together,
it can be difficult to assess each person’s
level of understanding, as neither may
want to openly acknowledge how sick
the child may be. [7]
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Activity 5: Communication with children and their families
continued
Specific considerations when talking
to families around the time of death
of a child include:
n

n

n

n

n

Plan the conversations in advance,
taking into account timing and
environment
Assess prior knowledge and what is
needed to be discussed
Be clear, concise and empathetic
when delivering information about
the child’s condition
Allow silence and acknowledge
emotions
Plan for future meetings or
discussions to allow families time
to go away and consider the
conversation. [8]

Communication with siblings
and friends
The level of understanding of dying and
death for children with a life-limiting
illness may be different to other children
their age. This understanding develops
from inclusion in conversations about
their illness and management, and their
experience of seeing other children they
know die. [7]
Age appropriate conversations around
dying and death are required for siblings
and friends of the child with a life-limiting
illness. Often parents and carers are
dealing with their own grief. They may
require assistance from members of the
palliative care team to facilitate such
discussions. [9]
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Siblings can benefit from:
n

Being included in family conversations

n

Being provided with education about
their sibling’s condition

n

Having time allocated to discuss
concerns with health professionals

n

Connecting with support groups or
other children who are dealing with
similar circumstances

n

Being shown personal interest in
them as individuals

n

Being encouraged to express
emotions such as sadness and anger

n

Having these feelings and emotions
normalised [10, 11]

n

Being allowed to spend time with
their sibling who is ill

n

Receiving reassurance about their
own health.

Age appropriate communication
It is recommended that you employ
age-appropriate communication with
children . [12, 13] The following table
outlines age appropriate communication
techniques for children in different age
ranges:  [14–19]
Across age groups, it is important
to maintain regular routines and
expectations to promote children’s
sense of security. Children can also
benefit from having family time that
feels ‘normal’ and isn’t always focused
on their illness. Parents often need help
in recognising how reminders of illness
affect their child’s life and in learning
how to retain a sense of normality. [17–19]

Table 2: Age appropriate communication techniques
Children
up to 6 years

Younger children are egocentric
Reinforce that they are not being blamed for the illness
Reassure them that they will always be safe and cared for
Explore their understanding of the illness and/or death
Dispel guilt by correcting misconceptions and reassuring the child that
nothing they did caused the illness or death, including their behaviour
(eg, don’t tell them to ‘be good’ so that they can be well).

Children
between 6–12 years

Children in this age group can be concerned that they won’t
be accepted by their friends and peers and for some, being different
for any reason can be distressing.
Children in this age group need:
n

Relevant information aimed specifically to their level
of understanding

n

To maintain relationships with their peers

n

To continue to participate in affirming activities including sport,
clubs or social activities

n

Ongoing opportunities to talk about comments from their peers
and how these comments make them feel.

Provide a simple explanation of the diagnosis and treatment options.
Dispel misconceptions regarding causes of illness or death, as well
as contagion.
Help put guilt and other concerns in perspective by thinking together
about the entire relationship rather than only the recent past.
Children
12 years and up

Maintain social relationships
Access specific and relevant information about dying and death
Facilitate opportunities to talk openly about the illness with their
parents
Provide information about the illness and treatment options
Dispel misconceptions regarding causes of illness or death, as well
as contagion
Provide clear and accurate information about causes of death
Remember that adolescents may seek information from other
sources, such as the internet. Encourage them to check the
accuracy of this information with their parents.
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Thinking Points
1. Describe how communication
strategies are similar and/or different
for a child with a life-limiting illness
who is 13-years-of-age compared to
five-years-of-age, when assessing
their understanding of palliative care,
dying and death.
2. List common euphemisms that
might be used when speaking about
someone who has died, such as ‘going
to have a long sleep’. How might a
young child misconstrue these terms?

3. When supporting parents through
their child’s illness, describe the key
communication strategies that you
would use in practice.

Key Resource
Further information and resources to
support communication with children
about cancer has been developed by
Cancer Council Australia.
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Activity 6: Emily’s review
For Emily to be assessed by the general
practitioner, she and her mother need
to travel approximately 60 km over dirt
and bitumen roads. Emily finds this
tiring and that it increases the pain and
breathlessness that she experiences.
Margaret is a general practitioner who
has been caring for Emily since her
birth 10 years ago. As with many rural
communities, she is acquainted with
Emily’s family.

Thinking Points
1. Describe how Emily’s age and life
experience has influenced her
understanding of death.
2. List the specific communication
strategies Margaret used to
introduce the concept of palliative
care.
3. Describe additional communication
strategies Margaret could use to
improve this interaction.

Emily’s review
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Activity 7: Collaborative approaches to care
Service delivery models for children
with life-limiting illnesses
Paediatric palliative care is a highly
specialised area of healthcare.
A collaborative approach to care and
decision-making is required to effectively
respond to the complex needs of children
and their families and enable ongoing
support across the illness trajectory and
outside of specialist settings. [1, 2] The
transition to palliative care can be an
especially difficult time. Coordination of
care between acute and palliative care
services is very important.
Shared care models are commonly used
in paediatric care. These models highlight
the joint role that primary care health
professionals and specialist care health
professionals play in caring for a child with
life-limiting illnesses. Shared care models
are especially important for children and
families living in rural and remote settings.
Some strategies that can support a shared
care approach include:

n

n

n

n

Basic: communication between
professionals through letter and
health record forms
Liaison: care coordinator liaises
between specialist health team and
primary health professional
Shared care record card: document
carried by patient between primary
and secondary health professionals
Technology-assisted shared care:
personally controlled electronic
health (MyHealth) records, and
videoconferencing. [3]

Coordination of care
Effective coordination of the multiple
services and healthcare providers
involved in the child’s care is critical. [4]
Key elements of a coordinated service
delivery model for children with lifelimiting illnesses are included in the
following table. [5]
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Table 3: Coordinated service delivery of care
Integrate service across the continuum of care
n

Deliver a comprehensive service with a family-centred care approach

n

Allow families to make informed choices about care of their children

n

Coordinate and integrate paediatric palliative care services

n

Focus on delivering care that best meets needs of children and families

n

Integrate all aspects of care under same goals

n

Offer interdisciplinary holistic services.

Provide appropriate home-based support
n

Provide infrastructure to give families the option of caring for children at home

n

Provide access to palliative care services and resources

n

Ensure adequate respite facilities when required

n

Recommend appropriate community support organisation.

Provide a coordinated, flexible and responsive program
n

Allow for flexibility of care needs for children and their families, between home, hospital
and palliative care service

n

Promote coordination and continuity of care through a collaborative approach from health
professionals and community based palliative care services.

Improve access to services for rural communities
n

Identify strategies to overcome isolation that causes problems with accessibility, costs,
travel, disruption to home life and more

n

Recruit and train clinical and non-clinical service providers in rural and remote regions

n

Facilitate regular telecommunication links with palliative care services for families living
rural and remotely

n

Develop specific strategies to provide support to communities through online and phone
services.

Improve the interfaces with other related sectors
n

Strengthen links between paediatric palliative care services and disability and education
sectors

n

Integrate paediatric and adult palliative care services

n

Paediatric palliative care service may have a 24 hour phone service call point.
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Provide additional respite care
n

Offer respite service as an integral component of paediatric palliative care and used to
supplement home-based care

n

Allow flexibility and choice in types of respite including, short break respite, external
respite for children and adolescents and emergency respite

n

Provide both in-home respite and out-of-home respite, particularly for families caring for
children with high degrees of disability and dependence.

Develop and implement educational programs
n

Assist and provide appropriate education for children and families to understand what
palliative care is and how it can assist them

n

Provide palliative care training and education for generalist workforces, particularly for
those in rural and remote areas

n

Ensure formal training, feedback and a means of challenging current practices of paediatric
health professionals in their thinking about paediatric palliative care.

Increase professional development
n

Provide paediatric specific clinical support and professional development opportunities for
health professionals working in palliative care.

Increase evidence-based research to support clinical best evidence
n

Support more research in paediatric palliative care.

Establish a family advocacy program
n

Establish effective advocacy programs to ensure the needs of children and their families
are identified and addressed within the paediatric palliative care service delivery
framework.

Thinking Points
1. List health professionals who can be
involved and the role they would play
in care of a child with a life-limiting
illness and their family.
2. Describe strategies for ensuring
coordination of care for a child with
a life-limiting illness.
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Topic 3

Section 3: Supportive care interventions
In this section you will:
n

Identify key principles and components of support to children with a life-limiting
illness and their families

n

Reflect on the importance of individualised education about ongoing
management and care of children with a life-limiting illness, their families and
communities.

A
 ctivity 8: Supportive approaches to care
Assessment and management of
symptoms and quality of life
Symptoms can manifest differently in
children when compared to adults.
Children may also have different
psychological, behavioural and social
responses to symptoms. As a child’s
body grows and develops rapidly,
frequent assessment and updating of
management strategies is required.
Symptoms and the subsequent
management can interfere with children’s
normal development.
Fatigue can impact on a child’s ability
to socialise and add to their feelings of
social isolation. [1, 2] Management of pain
and other symptoms at end of life can
impact on the parent’s grief and ability to
move forward. [3]
Self-report is recognised as the gold
standard when assessing symptoms and
quality of life for adults. Children’s selfreport of their needs and experiences is
also important, although the way such
assessment is conducted needs to take
into account the unique characteristics
of the child. The observations of family
members and health professionals are

integral to identify the child’s needs
especially where children are too young
or unable to communicate effectively
how they feel. [4] Symptoms that can be
experienced by children with life-limiting
illnesses include:
n

Pain

n

Dyspnoea/cough

n

Fatigue

n

Poor appetite

n

Nausea and vomiting

n

Constipation/diarrhoea

n

Change in sleeping patterns

n

Deteriorating ability to swallow

n

Fever

n

Anxiety

n

Seizures

n

Irritability/agitation. [5]

Management of symptoms requires:
n

Careful assessment

n

Identification of contributing factors

n

Tailoring of pharmacological and nonpharmacological strategies to the
child’s needs

n

Ongoing evaluation and monitoring
continued over page
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Activity 8: Supportive
approaches to care
continued
Pain and symptom management
in children with life-limiting illnesses is
especially complex due to the unique
biological, pharmacokinetic, psychosocial,
and spiritual factors associated with
a person’s growth and development.
For example, measurement of pain for
infants, younger children and children with
neurological impairment, is more accurate
through non-verbal assessment and
through observing changes in their body
and behaviour. [6]

Thinking Points
1. Describe an approach to assess
pain in a four-year-old child with
a life-limiting illness.

In older children and adolescents, using
a scale to self-report pain can be an
effective tool. A systematic review of
tools used found the effectiveness of
tools depends on the child’s age, purpose
of using the tool, questions asked and
implementation of the tool. [7]
Children’s metabolic rates and physical
size require specific dosing protocols for
medications and regular review for the
pharmaceutical management of pain.
Consultation with a specialist pain health
professional or paediatric palliative care
service is recommended if there is any
unfamiliarity in paediatric dosages. [5]
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Activity 9: Emily’s case
conference
Margaret has organised a case
conference via videoconferencing
with the Paediatric Cardiology Team
and Paediatric Palliative Care Service.
Both services are located in a large
metropolitan hospital.
The Paediatric Cardiology Team has
been involved with Emily’s care since her
birth. Emily’s medical records were sent
through to the Paediatric Palliative Care
Service prior to the meeting for review.

Emily’s case conference

Thinking Points
1. List the aspects of Emily’s care
that were identified at the case
conference.
2. From the perspective of your
profession, describe interventions
you could use to assist Emily
to manage her increasing
breathlessness.
3. How could other professions be
involved in Emily’s case conference?
4. What advantages could there be in
Emily’s case to embedding advance
care planning information into
personally controlled electronic
health (MyHealth) records?
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Activity 10: Psychosocial and spiritual support for children
Psychosocial and spiritual assessment
includes assessment of:
n

The child’s developmental stage

n

The child’s experience of emotional
symptoms

n

n

n

between adolescents, families and health
professional teams. [2] Strategies that
assist with a successful transition of care
to adult centres include:

The effectiveness of communication
channels between the child, family
and healthcare team
Practical factors affecting the family,
including financial and living situation
and social support
The child’s religious or spiritual
backgrounds and beliefs. [1]

Adolescents have unique support needs
as the dynamics involving the adolescent,
their family and health professionals
change. Psychosocial, hormonal
changes, cognitive and physical growth
and developmental changes occur in
teenagers and adolescents that require
unique care and communication.
Transitioning adolescents to adult
care facilities requires careful planning

n

Healthcare transition plan in early
adolescence

n

Transition policy agreed upon by
members of the healthcare team

n

Preparation period and educational
program for adolescent and family

n

Network of palliative care services
and youth and adult services

n

Liaison personnel for paediatric and
adult services. [3]

Children are cared for in a variety of
settings including at home, hospice
(in some states and territories) and
acute care facilities. When children
are cared for away from home,
parents require unrestricted visiting,
clear communication with staff and
involvement in decision-making. [4]

Thinking Points
1. What strategies might you use
to identify the spiritual needs
of a seven-year-old child?
2. List some of the unique features of
adolescence that could influence
how they respond to a life-limiting
illness.
3. What strategies might you suggest
to a teenager with a compromised
immune system to maintain contact
with friends?
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Activity 11: Psychosocial and spiritual support for families
and community
Family structures and households today
are diverse. Health professionals need to
understand circumstances unique to each
family. Parents need to feel they can trust
and access the health care team, be able
to ask questions and be kept informed
about their child’s progress. [1] Parents
can also have different perspectives and
needs from each other, so it is important
to respond to individual needs.
Caring for a child with life-limiting
illnesses can be physically and
emotionally exhausting, often for an
extended period of time. Strategies
should be offered to assist parents and
carers to deal with this level of stress,
including:
n

Psycho-educational programs
highlighting the positive aspects of
caring

n

Education for pain and symptom
management

n

Counselling and support group
involvement

n

Behavioural sleep intervention

n

Involvement in group educational
programs

n

Telephone support service

n

Psychosocial support

n

Educational programs to teach
parents and carers how to assist with
physical aspects of care

n

Environmental adaptations and home
modifications to assist with care

n

Respite services

n

Continued contact with friends,
community and interest groups. [2]

Psychosocial support for parents involves
recognising the meaning and impact
of their impending loss. It also involves
engaging with parents about their
thoughts and feelings as they provide
end-of-life care to their child. Parents
who have lost a child have described
valuing health professionals who:
n

Approached them on a human level

n

Acknowledged their impending loss

n

Initiated conversations that enabled
parents to share their thoughts and
feelings

n

If desired, enabled social support
from other parents who shared similar
experiences. [3]
continued over page

1.

Monterosso, L., Kristjanson, L. & Phillips, M. (2009). The supportive and palliative care needs of Australian families
of children who die from cancer. Palliative Medicine, 23(6), 526-536.

2.

Hudson, P., Remedios, C. & Thomas, K. (2010). A systematic review of psychosocial interventions for family carers
of palliative care patients. BMC Palliative Care, 9(1), 17.

3.

Forster, E.M. (2012). Parent and staff perceptions of bereavement support surrounding loss of a child, Brisbane,
QLD: The University of Queensland.
PCC4U Implementation Guide I Learning Resource I 2020 265

Activity 11: Psychosocial and spiritual support for families
and community continued
Guilt can be experienced and acting
out, attention seeking and becoming
withdrawn are behaviours that can be
displayed by siblings of children with
a life-limiting illness. Stress in siblings
can be reduced if they are supported,
prepared for their sibling’s death and
have close family relationships. [4]

chores and babysitting of siblings. [7]
Respite services for children often meet
specific needs such as education, play
and social interaction that assists to
reach developmental milestones. For
adolescents transitioning to adult respite
services, extra activities required for
development need to be identified.

Grandparents can be a supportive
lifeline for families. Strategies to assist
grandparents include:

Community support

n

Providing access to education
and information regarding their
grandchild’s condition

n

Supporting communication between
grandparents and their adult children

n

Referral to support groups or
workshops specifically tailored to
grandparent perspectives. [5]

Respite or short breaks can be
beneficial for both children and their
families by assisting to prevent carer
burden. [6] Respite can be provided
in the form of direct respite where
children are cared for either at or away
from home, or indirect respite where
support workers assist with domestic
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Bereaved parents can become quite
isolated as other families with children
may inadvertently avoid them and
avoid discussing the deceased child –
sometimes because they don’t know
what to say.
Communities and schools can offer much
needed support to families. Communities
as a collective can experience grief
both privately and publically [8], which
may require support on a larger scale.
Myths and inaccurate information
can be passed around a school or
community. Leaders and teachers should
be supported, with permission from
the family. Education and support can
assist with developing an appropriate
awareness and understanding within
a specific community setting. [9]

Thinking Points
Follow up after a child’s death
Parents are at an increased risk of
psychological distress and complicated
grief following the death of their child. [4]
As well as careful communication during
a child’s palliative care, it is useful to
arrange professional bereavement
follow up after a child’s death to allow
parents to:
n

Ask questions

n

Talk about illness, death, coping

n

Talk about events around time
of death

n

Discuss post mortem findings
if warranted

n

Discuss further support.

1. List the advantages and potential
challenges associated with providing
respite for a child with a life-limiting
illness.
2. Describe supportive strategies
you would implement for parents
following the death of their child.
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Activity 12: Emily’s
progression
Emily is now 12 and her health has
continued to decline over the past 18
months. Emily’s extended family, friends
and school community have continued to
be supportive.

Emily’s progression

Thinking Points
1. List the information and education
you would provide to Emily’s school
teacher prior to Emily visiting the
school.
2. As Emily’s illness progresses, her
younger sibling, who is eight-yearsold, asks you directly if Emily is going
to die. As the health professional
involved in Emily’s care, how could
you respond to this question?
3. Discuss strategies that could be
implemented before and after Emily’s
death to help Emily’s siblings deal
with their loss.
4. Emily’s mother spoke openly when
Emily asked about her grandmother
looking down from her star. In what
further ways might Emily’s spiritual
needs be supported?
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Activity 13: Self-care for
health professionals
As children with life-limiting illnesses
are often under the care of health
professionals for many years the
end-of-life phase and the death of
a child can be distressing for health
professionals.[1] An opportunity for
family and health professionals to talk
in a safe environment can have lasting
positive effects.[2] Self-care strategies are
described in PCC4U Module 2.

Thinking Points
1. Reflect on how caring for a child with
a life-limiting illness might affect you
personally.
2. What strategies would you use to
promote self-care?
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Topic 3

Section 4: Reflections on what you have learnt
It is essential for all healthcare professionals to develop the capacity for reflection
and self-evaluation of their professional and personal experiences, and to consider
how this can impact on themselves and others.
Consider the focus topic you have just completed and reflect on the following
questions to assist with your ongoing development:
1. What key points have you learnt from the activities in this module that will help
you in providing care for children with life-limiting illnesses and their families?
2. What specific strategies do you plan to incorporate as a graduate health care
professional?
3. Do you see any difficulties using what you have learnt here as part of your
practice as a health care professional? If so, what strategies might you use to
address these difficulties?
CONGRATULATIONS. You have now completed Focus Topic 3 of PCC4U.
You should now be able to:
n

Discuss the key principles associated with caring for children with life-limiting
illnesses and their families

n

Describe the process of assessment and management of children with
a life-limiting illness and their families, through an interdisciplinary approach
to care

n

Identify strategies to facilitate coordination of care for children with a life-limiting
illness, their families and their communities.
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Transcript Topic 3

Caring for children with life-limiting illnesses

Emily’s story
Emily’s story
1 min 33 sec
Jacob: You’re feeding the dog Ryan.
Ryan: No I’m not. I did it last night.
Jacob: Yeh, but if you do it last night
then you do it in the morning as well.
Melissa: Ryan, you’re feeding the dog.
Jacob, can you get upstairs and clean
your teeth and get ready for school as
quickly as possible.
Jacob: But I’ve got to eat my breakfast.
Melissa: After you’ve finished your
breakfast then okay.

Robert: Okay love, look that heifer’s got
into Darren’s paddock again. You right to
take the boys to the school bus?
Melissa: Yeh, yeh – of course. See you
this arv.
Robert: Righto, drive safely. (To Emily)
Love ya princess. (To sons) Boys, behave
for your mother.
Okay? Righto. See you gang. Have a
good day.
Melissa: Bye.

Melissa: (to Robert) Emily had a really
really bad night last night. She is a lot
paler than usual. She’s really keen to go
to school today but this breathing has
got me really worried.

Jacob: See you dad.

Robert: Yeh, you’re right, she’s not
looking too good.

Melissa: OK boys, school bus is here. I’ll

Robert: You breathin’ a bit hard today
Princess? Emily nods.
Melissa: I am going to have to take her in
to town to see the doc.

Ryan: You’re feeding the dog.
[Melissa, Emily, Jacob and Ryan in the
car.]

pick you up at usual time this afternoon.
Okay?
Jacob & Ryan: Okay, see you mum.
Melissa: Be good. See you.
Melissa: (to Emily) You alright in the back
there darling? It’s not going to be long.
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Emily’s review
3 min 43 sec
Margaret: Hi Emily, come in and have a
seat.
Margaret: So Emily, you sound as
though you are having trouble breathing
today.
Emily: I couldn’t sleep last night and
it hurts to breathe in too much. I really
wanted to go to school today but Mum
said I am not allowed to.
Melissa: Emily has been going to school
lately but on Monday when she came
home she looked so pale and she just
wasn’t at all herself. By yesterday she
was having trouble breathing when she
was talking. It’s bad, like the last time
she was unwell but it just seems to have
happened so much faster this time. She
is using oxygen like you suggested for
when her breathing gets like this and
when she uses it she does seem to be a
bit better.
Margaret: I am glad to hear that the
oxygen has helped. Emily, I see that you
used your walker to come in today. Does
it help with your breathing when you are
walking for longer distances?
Emily: I have to walk slowly and
sometimes I feel dizzy.
Margaret: It’s good that you have found
it helpful. Right, well, I think I’ll have a
listen to your chest.
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Margaret: Emily, it looks and sounds
as though your heart is having trouble
pumping the blood around your body
today, which is why you are having
trouble breathing. I’ll have a look and see
what other medications we can use and
I’ll speak to Dr Greg from your cardiology
team. I think I’ll also speak to another
team in Brisbane, they work specifically
with children, and see if we can help with
your shortness of breath. They’re called
the paediatric palliative care team.
Emily: I know the palliative care team!
That’s just for old people! Like Grandma
in the hospital before she died.
Margaret: Well, palliative care teams
work with people of all ages, not just
when they are dying. They help you to
do the things that matter to you when
you are getting more unwell. (Pause) You
remember a while ago I spoke with you
about how one day your heart might
not be strong enough and we might
need some additional help to keep you
comfortable? Well, Emily we are worried
now that you are getting sicker more
often and we know that your heart is
getting weaker and weaker. Together
with the Brisbane team our aim is to
keep your heart working as well as it can
and to keep you comfortable no matter
what….

Melissa: Does this mean we are going to
have to drive to Brisbane? I don’t think
that Emily can handle that drive and
Robert is just so busy and then there’s
the boys and the farm and..
Margaret: No. I can speak with the team
in Brisbane by organising a meeting via
the computer. Just like everyone’s there
in the room with you. For now I think
it’s important that you stay home from
school and keep using the oxygen when
you need to. I will give you a call after
I have spoken to the teams in Brisbane
and I’ll organise a time for you to speak
to Chenoa, she’s the nurse with the
paediatric palliative care service. She is in
a similar role to Hannah but for palliative
care instead of cardiac.
Chenoa and the doctor with the team
are incredibly knowledgeable and they
love working with kids. I think you will
find them to be a great help and you can
ask them any questions you may have.
(Pauses) I know this is a lot to take in….
but,well…how do you feel about this as
a plan?
Melissa & Emily: Okay.
[Melissa and Emily in car.]
Melissa: We should just make it in time
to pick up your brothers.

PCC4U Implementation Guide I Learning Resource I 2020 273

Emily’s case conference
6 min 32 sec
Hannah: Can you hear me Margaret?
Margaret: Oh hello, there you are! Well
done Hannah. Can everyone see and
hear us all the way out there?
Hannah: We can hear you loud and clear.
Margaret: Hi everyone, and our thanks
for agreeing to meet with myself, Di, our
Director of Nursing, and Alan from the
Royal Flying Doctor Service to discuss
Emily’s case today. I’m very keen to hear
any suggestions you may have about
Emily’s management and ongoing care.
Hannah: Good morning Margaret. I
believe you know Greg and Ben from the
Paediatric Cardiology team.
Greg & Ben: Hello.
Margaret: Yes hello again!
Hannah: And I’d like to introduce you
to Chenoa from the Paediatric Palliative
Care Service.
Chenoa: Thanks Hannah. With me here
today is Amanda our Paediatric Palliative
Consultant and Tuyen, our Social Worker.
Amanda: Hello.
Chenoa: Amanda would you like to take
it from here?
Amanda: Hi Margaret, I am sorry to hear
that Emily is unable to have more surgery
and that she is not able to have a heart
transplant. As you know, our team would
like to work with you and the cardiology
team to give her the best quality of life

274 PCC4U Implementation Guide | Learning Resource | 2020

we can, and also to support the family as
much as we can. One area we’d like to
focus on is pain management and other
symptoms. Are any of these an issue for
Emily?
Margaret: She is having increasing
difficulty breathing.
Amanda: I see here that Emily already
uses oxygen at home when she is
breathless. Does Emily also have a
portable oxygen cylinder that she can
use when she is away from the house?
Margaret: Well, Emily had an
exacerbation of her condition about
6 months ago, which is when we first
ordered the oxygen. Her breathlessness
seemed to settle down for quite a few
months after that. I was surprised at how
soon it is now since her last episode.
She has recommenced using the oxygen
this week with moderate effectiveness. I
would like to organise a mobile oxygen
cylinder, because they mentioned on
their visit that it helps Emily when she
uses oxygen. She has two large standing
cylinders because they live out of town
and often rely on a generator or solar
power.
I know Emily is keen to get back to
school to see her friends. It would be
helpful for the palliative care team to
connect with school about the care of
the oxygen equipment.
Tuyen: What about Emily’s parents? How
are they coping with things?

Margaret: Emily’s parents own a large
cattle property out of town. Robert
works seven days a week on the property
and Melissa has had to get a job in town
two days a week to help them financially.
They also have two other children, Jacob
and Ryan who are six and eight years old.
They can be a bit of a handful.

Amanda: Margaret, have you had a
conversation with Emily and her family
that her condition will deteriorate? I
realise this can be difficult to do and she
may have periods of stability but it is
likely they will see a steady decline. The
time frame we are dealing with in terms
of life expectancy is still uncertain.

Emily has had quite a bit of time away
from school lately and I know that
Melissa has been helping with her
school work as well. When they came
in yesterday, Melissa looked tired and
physically run down. To be honest I don’t
know how Dad is coping. I never see
him and I rarely get the chance to ask
Melissa when she brings Emily in to see
me… even how she is managing all of
this to be honest. I would really like to
assess this properly and see if we can
provide some support financially as well
as emotionally.

As you know with complex heart disease,
it is possible that Emily could have a
cardiac episode or even an infection such
as influenza within the next 12 months
and not recover.

Tuyen: Margaret, I will talk to Chenoa
and Hannah. We will discuss what further
assistance and financial support might
be available. It is often what we see; as
you describe, the dad is busy trying to
financially support the family and it can
be difficult to get his perspective. We
can connect with them at home with
an adult’s only conversation to explore
some of their shared and individual
concerns.

It will be important now to manage both
her physical symptoms, such as pain and
shortness of breath, as well as provide
practical and emotional support.
It would also be a good idea to discuss
a plan about what to do if Emily should
have a sudden deterioration. This could
include a sudden worsening of her
symptoms, as well as an arrhythmia,
which could cause a very sudden decline
and possibly even sudden death. We
have developed a resuscitation plan to
assist with this discussion, and would
be happy to share this with you. Again,
I acknowledge this will be a very tough
series of conversations for you to have
with the family.

continued over page
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Emily’s case conference
continued
Margaret: Yes, it is a very difficult time.
I mentioned to Emily and Melissa that
I would be including the paediatric
palliative care service in her care and
explained what that means. Emily was
upset by this. I explained to her what
you do as a service. I haven’t spoken to
them directly about Emily’s condition
deteriorating and what that may include
but I am sure they are very aware of it.
I have found it hard to discuss. I am not
really sure what to say to them. From
the things that Emily has been saying
recently, I think she knows she is going
to die but doesn’t seem to want to talk
about it in front of her mum. I get the
same feeling that Melissa doesn’t want to
admit it in front of Emily.
Chenoa: Yes it is hard to discuss but
it is an important conversation to
have. It is actually not uncommon for
parents or children to understand the
seriousness of the illness and know
that death will happen, but they just
don’t like discussing it. We will set up a
family meeting on line with you, Emily
and Melissa. We would like it if you
could organise it so that Robert can be
involved as well and then we can all sit
together and discuss what is likely to
happen and what steps to take.
Margaret: Well that sounds like a
great approach and I’m sure we all
look forward to meeting and planning
together again soon…
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Emily’s progression
1 min 3 sec
Emily: Mum, have a look at the funny
email that Chenoa sent me for my
birthday.
Melissa: Well you don’t turn twelve every
day, do you? That is a funny birthday
message. When you reply to Chenoa, tell
her thank you and that we have spoken
to your teacher and we’ve organised for
you to visit your school friends tomorrow.
You can go in your wheelchair and we will
attach the portable oxygen.
Emily: Mum, there was also a birthday
card from Pop today. Do you think
Grandma is looking down from her star
and wishing me a happy birthday too?
Melissa: I am sure she is darling.
Emily: Go away brats!

Topic 4

Culture-centred care of people
with life-limiting illnesses

To provide appropriate care that responds to the specific needs of people with life-limiting illnesses,
it is important to recognise cultural considerations associated with end of life and bereavement.
Overview
Topic 4: Culture-centred care of people with life-limiting illnesses will provide an opportunity
to develop knowledge and skills associated with providing culturally-appropriate care for people with
life-limiting illnesses.
Aims and objectives
This focus topic is based on the core principles of palliative care and is designed to supplement
the learning activities in Module 1: Principles of palliative care.
After completing this focus topic, you should be able to:
n

Understand the role of culture in contributing to individuals’ experiences of living with a life-limiting
illness

n

Apply principles of culture-centred care when caring for people with life-limiting illnesses.

PCC4U Implementation Guide I Learning Resource I 2020 277

Topic 4

Culture-centred care of people with life-limiting illnesses
SECTION

ACTIVITY

VIDEO

1

1. Diversity in Australia health care
2. Culturally diverse populations in Australia
3. Amy’s story

3 min 01 sec

4. Intercultural communication principles
5. Decision-making and care planning
6. Amy is admitted to an aged care facility

2 min 52 sec

2

3

4
5

Diversity in contemporary Australian society

Culture-centred communication

Providing person-centred care

Support for people from culturally diverse
backgrounds at end stages of life
Reflections on what you have learnt
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7.
8.
9.
10.

Access to services and care
Symptom management
Cultural and individual differences
Understanding spiritual needs and sources
of distress

11. End-of-life care
12. Support for Amy’s family at end of life

4 min 18 sec

1 min 18 sec

Topic 4

Section 1: Diversity in contemporary
Australian society
In this section you will:
n

Examine the diversity of Australian populations requiring palliative care

n

Consider key concepts associated with cultural competence and cultural safety.

Activity 1: Diversity in Australian healthcare
Diversity is what makes an individual
or group unique. Diversity is not just
associated with one’s ethnic background.
Diversity can be reflected in a number of
ways including:
n

Ethnicity and race

n

Language

n

Gender

n

Sexual orientation

n

Age and generation

n

Socioeconomic status

n

Religion, faith and other beliefs. [1]

This diversity means that health care
professionals need an understanding of
how social and cultural background can
influence health beliefs and practices,
including beliefs about dying, death and
bereavement.
For example, specific populations who
can have unique social and cultural
backgrounds that shape health responses
include:
n

Multicultural groups

n

Aboriginal peoples

n

Torres Strait Islander peoples

n

Refugees and asylum seekers

n

Gay, Lesbian, Bisexual, Transgender,
Intersex and Queer (GLBTIQ)

n

Older people

n

Children

n

People who are deaf or hearing
impaired

n

People with dementia

n

People with physical disabilities

n

People with intellectual disabilities

n

People living in rural and remote areas

n

People living alone

n

Homeless people

n

Prisoners

n

Religious and faith groups and other
beliefs. [2,3]

It is important not to assume a person’s
preferences on the basis of their cultural
background. Individualised discussion
needs to occur between health
professionals and a person about their
end-of-life care. [4] People’s experiences
and responses at end of life can be
shaped by our cultural background.
For example, many of the following
experiences can be influenced
by culture:
n

Language and communication styles
continued over page
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Activity 1: Diversity in Australia health care continued
n

Expectations of roles and
relationships

n

Beliefs about ill health

n

Previous interactions with health care
professionals / system

n

Attitudes and practices relating to
pain relief medications including
opioids

n

Preferred place of death

n

Meaning of life, death, dying and
grief

n

Preferred foods

n

Preferred methods of decisionmaking

n

Practices relating to immediate care
after death

n

Practices in relation to family
involvement in care

n

Preferences for autopsy and organ
donation

n

Religion, faith groups and other
beliefs

n

n

Preferences for involvement of clergy

Beliefs about what happens to
the body after death eg, burial or
cremation

Practices / rituals leading up to
end of life

n

n

Grief and bereavement responses

n

Practices relating to new experimental
therapies in clinical trials

n

Practices relating to use of
complementary and alternative
medicines. [5, 6]

n

Preferences for life support and
advance directives

n

Meaning of suffering

n

Expression of pain and other
symptoms

Thinking Points
1. Think about someone you have cared
for from one of the groups listed
in the section above. What cultural
considerations were associated with
caring for them?

2. What were things you could have
done to improve the situation?

1.

Dreachslin, J., Gilbert, M., & Malone, B. (2012). Diversity and Cultural Competence in Health Care :
A systems approach (1 ed.). Hoboken, NJ: Wiley.

2.

CareSearch. (2014). Specific Populations. Managing Symptoms. Retrieved January 27, 2015, from
www.caresearch.com.au/caresearch/tabid/1156/Default.aspx

3.

Queensland Health Multicultural Services. (2012). Guidelines for multicultural health policy implementation.
Retrieved from http://www.health.qld.gov.au/qhpolicy/docs/gdl/qh-gdl-080.pdf

4.

Halm, M. A., Evans, R., Wittenberg, A., & Wilgus, E. (2012). Broadening cultural sensitivity at the end of life: an
interprofessional education program incorporating critical reflection. Holistic Nursing Practice, 26(6), 335-349.

5.

Kemp, C. (2005). Cultural issues in palliative care. Seminars in Oncology Nursing, 21(1), 44-52.

6.

Wiener, L., McConnell, D. G., Latella, L., & Ludi, E. (2013). Cultural and religious considerations in pediatric palliative
care. Palliative & Supportive Care, 11(1), 47-67.
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Activity 2: Culturally diverse populations in Australia
Multicultural Australia
Australia is a multicultural society with
almost a third (30.2%) of the population
born overseas. The most common
countries of birth of people born
overseas living within Australia include
England, New Zealand, China, India and
Italy. [1]
Cultural and linguistic diversity refers to
different cultures and language groups
represented within a society. In Australia
a quarter of households speak languages
other than English at home. Other
common languages spoken in Australian
households include Mandarin, Italian,
Arabic, Cantonese and Greek. [1] Culture
does not mean the ethnic group from
which a person comes. Rather culture
refers to their beliefs, morals, values and
attitudes that might arise from a culture
group. [2]
Cultural safety
Cultural safety creates a safe
environment without risk of assault,
challenge of who they are or what
they need whilst promoting shared
respect, shared meaning, knowledge
and experience. [3] Cultural safety looks
at a person as an individual rather
than the country or ethnic group they
originate from. It is an approach to
care that protects them from physical,
psychological, social and environmental
harm. [4]

For example, a culturally safe healthcare
service should include:
n

Welcoming environment including
the staff

n

Orientation to service and staff

n

Honest open communication

n

Culturally diverse staff

n

Enabling interactions

n

Access to language interpreters

n

Ongoing training for care staff
about cultures, diversity within,
and languages of, people they are
caring for

n

Encouragement of self-reflection

n

Literature and signs in languages
reflecting people cared for. [5]

If uncertain about a person’s culture or
belief, don’t be afraid to ask questions in
a respectful way, of the person, family or
liaison staff member. For example “Good
Morning Mrs Bahram, I was wondering
about a few things, could I ask you about
them”. Accessing information from
programs such as Partners in Culturally
Appropriate Care (PICAC) can assist
healthcare services and professionals
with education and training in culturally
appropriate care. [6]

continued over page
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Activity 2: Culturally diverse populations in Australia
continued
Cultural competence
Cultural competence refers to
behaviours, attitudes and policies that
come together in a system or network
that enable working effectively with
people from diverse cultures. This
competence is based on positive twoway cultural interactions that recognise
advanced verbal and non-verbal
communication skills. For example,
information can be exchanged by
simply using resources or even drawing
diagrams, to draw on visual, auditory and
kinaesthetic senses.
Rather than stereotyping, cultural
competence respects other cultures
while gaining an understanding of
cultures including your own through selfreflection. Cultural competence skills are
developed through awareness, ongoing
encounters, evaluation of encounters,
observation and positive participation
with people from other cultures. Simply
speaking the same language as the
patient does not render healthcare staff
to be culturally competent.
Health professionals risk stereotyping a
person by trying to care for them based
on culture and the beliefs about that
culture. [7] A person’s own life experiences
and beliefs need to be considered.
A person from a particular ethnic cultural
group may identify a little or a lot with
that culture depending on level of
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acculturation. [8] Acculturation explains
cultural changes that occur when
members of cultural groups adopt beliefs
and behaviours of another cultural group.
Cultural competence in healthcare
requires specific practice knowledge,
communication, skills, attitudes and
behaviours, relating to:
n

Their history eg, global, local

n

Communication styles, verbal and
non-verbal

n

Disclosure and consent

n

Decision-making including how and
when the person and family are
involved

n

Individual’s worries

n

Concepts of disease, pain and other
symptoms

n

Attitudes to medication and nutrition

n

Spirituality and religion

n

Concepts of life cycle, including
end of life

n

Customs surrounding end of life,
burial or cremation and grief. [8]

However cultural competence respects
the diversity within cultural groups, and
supports an approach to care that seeks
to understand and respond to individuals
within the context of their culture.

Thinking Points
1. Reflect on your own culture. What are
your beliefs? How do you respond
when your beliefs are not consistent
with others?
2. In your own words, describe the
differences and similarities between
cultural competence and cultural
safety.

1.

Australian Bureau of Statistics. (2011). ABS Census Data. Data and Analysis. Retrieved July 22, 2013, from http://www.
censusdata.abs.gov.au/census_services/getproduct/census/2011/quickstat/0#cultural

2.

Culture. (2013). In Oxford Dictionaries. Retrieved from http://oxforddictionaries.com/definition/english/
culture?q=culture.
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Williams, R. (1999). Cultural safety-what does it mean for our work practice? Australian and New Zealand Journal of
Public Health, 23(2), 213-214.
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Papps, E., & Ramsden, I. (1996). Cultural Safety in Nursing: the New Zealand experience. International Journal for
Quality in Health Care, 8(5), 491-497.

5.

Anderson, L. M., Scrimshaw, S. C., Fullilove, M. T., Fielding, J. E., & Normand, J. (2003). Culturally competent
healthcare systems: A systematic review. American Journal of Preventive Medicine, 24(3), 68-79.
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Lickiss, J. (2003). Approaching death in multicultural Australia. The Medical Journal of Australia, 179, S14-S16.
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Activity 3: Amy’s story

Amy’s story

Lan migrated to Australia with her parents
Yi Ming and Mei when she was 18 years
of age. Lan adopted the English name
Amy soon after arriving in Australia. Amy
married in her early 20’s, had a son Erik
and divorced from her husband when
Erik was six-years-old. Amy took on the
responsibility of raising Erik with the
assistance of Yi Ming and Mei.
Amy is now 59 years of age and works
full-time in a furniture making factory.
She has good friends from her workplace,
neighbourhood and community.
Amy speaks both English and her
traditional language. Amy lives with her
son Erik and her mother Mei, who moved
in with them after her husband died 12
years ago. Amy’s mother Mei is now in her
80’s and speaks limited words in English.
Erik speaks English both in and outside
of his home with limited ability to speak
Amy’s traditional language. Erik met
Samantha at the engineering company
that he works for; they have been dating
for the past five months.
Recently Erik has noticed that his mother
has trouble finding words and sometimes
repeats herself during a conversation. He
has also noticed that she doesn’t seem
to be able to concentrate for long and
missed paying the phone bill two months
in a row, which is very unlike her. Erik
asked her about it but she shrugged it
off, saying she has been feeling stressed
from work.

284 PCC4U Implementation Guide | Learning Resource | 2020

Thinking Points
1. Amy’s family makes an appointment
with you to discuss their concerns
about Amy’s memory and change in
behaviour. Discuss what advice you
would give them.

Topic 4

Section 2: Culture-centred communication
In this section you will:
n

Review principles for communicating with people with a life-limiting illness from
a culturally and linguistically diverse background

n

Examine the role of professional interpreters in supporting effective
communication in palliative care settings

n

Learn what resources are available to assist communication with a person from
a culturally and linguistically diverse background.

Activity 4: Intercultural communication principles
If you have not already completed
PCC4U Module 2: Communicating with
people with life-limiting illnesses, please
go to this module now and review the
key principles for communication in
palliative care.
Intercultural communication shares
information between people of different
cultures where language, nationality,
ethnicity, values and customs differ.
Communication between people from
different cultures can be challenging
due to possible misunderstanding of
words and phrases. Some cultures
rely more on behaviours rather than
words and phrases than others. This
requires health professionals to consider
alternative strategies to verbal or written
communication. [1]

When communicating with a person
from a culturally and linguistically
diverse background, where English is
their second language, some additional
considerations are required. While
communicating in ways which would
not be considered patronising or
disrespectful, consider the following:
n

Who is present

n

Being aware of gender and age
implications

n

Asking the person about their
understanding of the situation

n

Avoiding jargon and acronyms used
in the workplace

n

Describing medical terminology

n

Using visual aids to support
understanding
continued over page
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Activity 4: Intercultural communication principles continued
n

Slowing down body language
and speech

n

Using plain language

n

Repeating important information

n

Addressing things, one at a time

n

Asking the person about their worries
or concerns

n

Asking the person their thoughts/
understanding of the situation.

Observe the tone of voice and nonverbal
gestures used, as words account for
only a portion of communication. Some
cultures convey messages largely
through body movements, gestures,
posture, tone of voice and expressions.
The use of silence, eye contact, touch,
space and distance can all have
different meanings and significance
within a culture. [2] For this reason it is
important to use a number of sources
of observation to confirm the person’s
understanding, as well as asking the
person.
Showing compassion, kindness and
respect for cultural differences to a
person and their family will foster trust
and open communication. [3]
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Working with interpreters
People who speak little or no English
require a medical interpreter to
convey a prognosis and information
for health professionals. Trained
interpreters are used to speak to
medical staff and understand some
of the medical terms used. [4] They can
also assist the healthcare professional
to understand the person’s wishes and
questions, especially when completing
an advance care plan. [5] Medical
interpreters providing face-to-face,
videoconferencing or over the phone
interpretation is available through
services in Australia.
Not all interpreters will have skills
in conveying bad news. Information
can be altered or poor prognosis
not interpreted at all in delivering
messages. Confidentiality can also be
an issue where they are a part of a small
community or they know the person and
their family. [6]
It is not uncommon for a person to
request that someone they know act
as interpreter. It is advisable however,
that where possible family and friends
are not used as interpreters as they
may feel constrained or uncomfortable
at the nature of the discussion. Where
a medical interpreter is not available,
questions should be asked to determine
the person most suitable to interpret.

Children should not be used as
interpreters as they may misunderstand
what is being said which could be harmful
to them. [7] Asking a person who has not
been professionally trained as a medical
interpreter can cause:
n

Inaccuracies in information given
due to lack of knowledge of medical
concepts and terminology

n

Altered or distorted information
being portrayed and suppression of
information possibly related to ‘truth
telling’

n

Breach of confidentiality

n

Invalid consent. [8]

Professional medical interpreters should
be present when information is given or
required from a person for whom English
is a second language, including:

Principles for working with an
interpreter
When engaging an interpreter to assist
with communication, consider the
following principles when holding the
meeting:
n

Inform the interpreter service of the
nature of the meeting, gender and/or
age preference, especially if sensitive
matters will be discussed, and brief
information on the person’s condition

n

Speak with the interpreter prior to the
meeting to gauge their understanding
of the terminology and concepts
that will be mentioned during the
conversation

n

Allow time for the interpreter to briefly
meet with the person and their family
prior to the meeting

n

Use plain language when discussing
care, for example a phrase such as
“you may want to spend time with your
family now” can be confusing and may
be lost in translation

n

Include everyone involved in the
conversation rather than only looking
at the interpreter

n

During admission, assessments and
development of management plans

n

Explaining procedures, medical
information and medication

n

Consenting for operations,
procedures, treatments and research

n

Identifying correct person, procedure
and procedure site

n

Giving prognostic information and bad
news

Avoid long speech segments and
highly technical language

n

Clarify information with the interpreter
regularly throughout the conversation.

n

n

Counselling

n

During family meetings and case
conferences. [8]
continued over page
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Activity 4: Intercultural communication principles continued
n

Ask the person and their family about
their understanding and thoughts on
new information and allowing time for
a response

n

Allow time at the end of the meeting
for any questions or concerns to be
raised

n

Offer counselling or debriefing to
the interpreter after the meeting if
the nature of the conversation was
particularly distressing.[6,9,10]

Assisted communication
Cue cards can be useful when
communicating basic terms and
concepts with people who have trouble
communicating in English. Terms such as
pain, toilet, drink, happy and sad can be
conveyed on a cue card with an image
and a word. A wide range of medical
cue cards are available on the Eastern
Health website. [11] Take care to ensure
these cue cards are able to be read and
understood by people who may have
visual or cognitive impairments.
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Brochures and resources containing
information in languages specific to
the person with a life-limiting illness
can be useful to assist with care and
for educational purposes. Multilingual
resources with information on palliative/
end-of-life care, symptoms and
management are available on the
Palliative Care Australia website. [12] Short
videos relating to palliative care spoken
in Greek, Italian and Cantonese are
available on the CareSearch website. [4]

Thinking Points
1. Consider the principles when
communicating with a person whose
second language is English. Outline
strategies you would use to:
n

Say good morning and ask how
they are feeling

n

Explain how and why vital signs
are taken

n

Explain the goals of palliative care
as opposed to active treatment

n

Explain the purpose of an
advance care plan.

2. Consider a scenario that requires
an interpreter to be involved. What
information would you give to the
interpreter prior to commencing
the interview with the person with
a life-limiting illness?
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8.

Ministry of Health NSW. (2006). Interpreters - Standard Procedures for Working with Health Care Interpreters. Policy
Directive Retrieved from http://www0.health.nsw.gov.au/policies/pd/2006/pdf/PD2006_053.pdf

9.

Butow, P. N., Sze, M., Eisenbruch, M., Bell, M. L., Aldridge, L. J., Abdo, S., Tanious, M., Dong, S., Iedema, R., Vardy,
J., Hui, R., Boyle, F., Liauw, W., & Goldstein, D. (2013). Should culture affect practice? A comparison of prognostic
discussions in consultations with immigrant versus native-born cancer patients. Patient Education and Counseling,
92(2), 246-252.

10. Australian Institute of Interpreters & Translators (AUSIT). (2007). AUSIT Guidelines for Health Professionals Working
with Interpreters. Retrieved from http://ausit.org/AUSIT/Documents/Guidelines_For_Health_Professionals.pdf
11. Hiruy, K., & Mwanri, L. (2013). End-of-life experiences and expectations of Africans in Australia: Cultural implications
for palliative and hospice care. Nursing Ethics (Online). Retrieved from http://nej.sagepub.com/content/ ear
ly/2013/03/04/0969733012475252.abstract
12. Palliative Care Australia. (2012). Multilingual resources. Resources. Retrieved September 11, 2013, from http://www.
palliativecare.org.au/Resources/Multilingualresources.aspx

PCC4U Implementation Guide I Learning Resource I 2020 289

Activity 5: Decision-making and care planning
Including family and community in
decision-making

A cultural framework should be
considered when discussing care with
the person with a life-limiting illness and
their family, with attention to:

Western societies typically place high
value on the right of individuals to make
their own decisions and have choices
about what will happen to them at the
end of life. Information about diagnosis,
treatment options, decision-making and
future planning is typically given early
in the course of illness management.
In other cultures, the person’s place
as part of a family and community
is emphasised. Decisions relating to
marriage selection, career choices
and medical care can require greater
involvement of the family and wider
community. [1] In some cultures, several
family members may have a role to play
in the care of the person. [2]

Collusion, disclosure and ‘truth telling’

On admission and prior to discussing
care with the person with a life-limiting
illness and their family, identify the
preferred person/s to direct questions
and information to. In some cultures the
gender of the person with a life-limiting
illness influences the member of the
community included in the discussions,
with discussions only occurring with
other members of the same sex. [3]

Preferences for information giving,
relating to diagnosis and prognosis,
can be influenced by culture. For
example, withholding information can
occur in some cultures that hold beliefs
that giving a person bad news can be
emotionally harmful and may hasten
death. [4, 5] Reasons for non-disclosure
include the belief that discussion of
serious illness and death:

n

‘Truth telling’ when providing medical
information

n

Asking about preferences regarding
cultural beliefs about dying and death

n

Exploring family’s preferred role in
decision-making

n

Deliberation and decision-making in
the context of cultural beliefs related
to respect for authority, respect for
elders, spirituality and trust [4]

n

Preferences for ongoing treatment

n

What quality of life means to them.

n
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Is disrespectful or impolite

Thinking Points
n

May cause depression or anxiety in
the person with a life-limiting illness

n

May cause the person with
a life-limiting illness to lose hope

n

Can make death or terminal illness
real because of the power of the
spoken word. [6]

Collusion between family and physicians
can be deeply rooted in some cultural
practices, where both parties act to
conceal the seriousness of the illness
from the person with a life-limiting
illness. [7] Strategies to reduce collusion
include:
n

The person with a life-limiting illness
to decide the level of information
they want [7]

n

Providing information to families
about the stages of the life-limiting
illness and the ability to discuss
progressing symptoms

n

Acknowledging with care teams that
collusion is a possibility

n

Providing education to care teams
about collusion, why this happens
and the negative/positive impacts
this may have on people with
a life-limiting illness.

1. Discuss the impact that withholding
truth about the person’s condition
can have:
n

On a person with a life-limiting
illness

n

On their family

n

On you.

2. How is collective decision-making
accommodated in healthcare?

1.

Chater, K., & Tsai, C. (2008). Palliative care in a multicultural society: a challenge for Western ethics. Australian
Journal of Advanced Nursing (Online), 26(2), 95-100. Retrieved from http://www.ajan.com.au/Vol26/26-2_Chater
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Hiruy, K., & Mwanri, L. (2013). End-of-life experiences and expectations of Africans in Australia: Cultural implications
for palliative and hospice care. Nursing Ethics (Online). Retrieved from http://nej.sagepub.com/ content/ear
ly/2013/03/04/0969733012475252.abstract

3.

Shahid, S., Bessarab, D., van Schaik, K. D., Aoun, S. M., & Thompson, S. C. (2013). Improving palliative care outcomes
for Aboriginal Australians: service providers’ perspectives. BMC Palliative Care, 12(26).
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Sharma, R. K., & Dy, S. M. (2011). Cross-Cultural Communication and Use of the Family Meeting in Palliative Care.
American Journal of Hospice and Palliative Medicine, 28(6), 437-444.
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Wiener, L., McConnell, D. G., Latella, L., & Ludi, E. (2013). Cultural and religious considerations in pediatric palliative
care. Palliative & Supportive Care, 11(1), 47-67.
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Searight, H. R., & Gafford, J. (2005). Cultural diversity at the end of life: Issues and guidelines for family physicians.
American Family Physician, 71(3), 515-522.

7.

Low, J., Kiow, S., Main, N., Luan, K., Sun, P., & Lim, M. (2009). Reducing Collusion Between Family Members and
Clinicians of Patients Referred to the Palliative Care Team. The Permanente Journal, 13(4), 11-15.
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Activity 6: Amy is admitted to an aged care facility
Six years ago Amy was diagnosed
with early onset probable Alzheimer’s
disease. At the time of diagnosis, Amy,
Mei and Erik met with Amy’s GP who
explained the likely progression of the
disease and informed them that Amy’s
life expectancy was up to 10 years.
Amy was able to continue working for
another year after her diagnosis, went
part-time for six months and then retired
early when she was no longer able to
keep up with work demands.
Over the past 12 months Amy’s
memory and ability to perform familiar
tasks independently have declined
more quickly. She is often anxious or
argumentative, can no longer wash
or dress herself, wakes up at night
and wanders about, and has recently
developed urinary incontinence. Mei and
Erik have been caring for Amy at home.

 my’s is admitted to an
A
aged care facility

Despite assistance with Amy’s care
by home care services twice a week,
Mei and Erik are finding that Amy has
become more difficult to care for. The
changes have been distressing for Amy
and also for both Mei and Erik. Erik is
struggling to keep up at work and care
for both his grandmother, now almost 90,
and his mother. He has been sleeping
poorly, complaining of headaches and
becomes tearful easily.
Mei and Erik are now unable to cope
with Amy at home any longer. Amy has
been reassessed by the Aged Care
Assessment Team and it has been
determined that Amy is eligible for highlevel care. After much consideration, Mei
and Erik have made the difficult decision
to admit Amy to an aged care facility.
Mei finds this particularly distressing as
she believes it is her role to care for Amy
at home.

Thinking Points
1. What are some of the fears and
concerns that Erik and Mei might be
facing as carers, while caring for Amy
at home?
2. What information would you provide
the medical interpreter with, prior to
her first meeting with Amy, Erik and
Mei at the Aged Care facility?
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Topic 4

Section 3: Providing person-centred care
In this section you will:
n

Identify common barriers to care for people with a life-limiting illness from
a culturally diverse background

n

Learn about cultural attitudes, beliefs and meanings of health, illness
and symptoms

n

Recognise culturally unique aspects of care provision at end of life.

Activity 7: Access to services and care
People from culturally and linguistically
diverse backgrounds can be less likely
to access and use end-of-life services
compared to other groups. [1] Common
barriers to accessing services include:
n

It’s family business / responsibility

n

Lack of knowledge and information
about services available

n

Lower socioeconomic status

n

Lack of confidence to seek services
and individual care needs

n

Social isolation

n

Complexity of the healthcare system

n

Communication barriers

n
n

n

n

People from a culturally diverse
background are more likely to access
services and comply with treatment when
there is sensitivity shown by the health
care staff and service. If necessary refer
back to cultural competence in Activity 2
of this module. [1, 4]
Factors to be considered when caring
for culturally and linguistically diverse
people with a life-limiting illness and
their family include:
n

The person’s understanding of life
cycle / journey

n

The person / family understanding
of symptoms

Attitudes to seeking or receiving help

n

Beliefs that it is rude to respond or
say no to a medical officer

The person / family understanding
of anatomy and bodily functions

n

Programs offered that are not
culturally relevant

The person / family understanding
of appropriate treatment

n

Optimal communication patterns

n

Autonomy and self-efficacy

n

Gender roles

Past negative experience, particularly
for migrants who previously
experienced trauma or torture. [1–3]

continued over page
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Activity 7: Access
to services and care
continued
n

Family involvement / inclusion or
exclusion

n

Pain expression and management

n

Diets and dietary practices

n

Concepts of end of life, dying and
death

n

Expectations of health professionals

n

Preferred location for care

n

Institutionalised racism in terms of
policies and procedures that do not
support cultural diversity

n

Personalised / individual racism [5, 6] .

Thinking Points
1. List strategies that could be
used to increase the uptake of
healthcare services by people from
culturally and linguistically diverse
backgrounds.
2. Discuss education and support that
would ensure everyone’s cultural
safety is met.

1.

Evans, N., Menaca, A., Koffman, J., Harding, R., Higginson, I., Pool, R., & Gysels, M. (2012). Cultural Competence
in End-of-Life Care: Terms, Definitions, and Conceptual Models from the British Literature. Journal of Palliative
Medicine, 15(7), 812-820.

2.

Wiener, L., McConnell, D. G., Latella, L., & Ludi, E. (2013). Cultural and religious considerations in pediatric palliative
care. Palliative & Supportive Care, 11(1), 47-67.

3.

Migrant Information Centre. (2009). Palliative Care for Culturally & Linguistically Diverse Communities. Retrieved from
http://miceastmelb.com.au/wp-content/uploads/2016/02/Palliative_care_resource_for_workersAug2009-1.pdf

4.

Broom, A., Good, P., Kirby, E., & Lwin, Z. (2013). Negotiating palliative care in the context of culturally and
linguistically diverse patients. Internal Medicine Journal, 43(9), 1043-1046.

5.

Dreachslin, J., Gilbert, M., & Malone, B. (2012). Diversity and Cultural Competence in Health Care : A systems
approach (1 ed.). Hoboken: Wiley.

6.

Huang, M., Yates, P., & Prior, D. (2009). Accommodating the Diverse Cultural Needs of Cancer Patients and Their
Families in Palliative Care. Cancer Nursing, 32(1), 12-21.
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Activity 8: Symptom management
Understanding of health, illness,
symptoms and pain
The concept of health and illness is
viewed differently between cultures. [1]
Similarly, culture and society influences
an individual’s perception of illness,
symptoms and pain through shared
behaviours, customs and beliefs.
Cultures can attribute health, illness and
death to natural or supernatural causes. [2]
Some people can have a cultural belief
that pain is a punishment for past
wrongdoings. [3] Other cultures believe
that pain needs to be tolerated for
access to heaven to be granted. [4]
Management and provision of care
Severity of pain and other symptoms
can be under reported depending
on the belief people hold about their
attribution. Effective management of
pain and other symptoms in people with
a life-limiting illness requires discussion,
comprehensive assessment, monitoring
and the use of pharmacological and nonpharmacological management. [5]
Depending on the person’s
understanding of the cause of pain and
other symptoms, traditional management
can include swimming in healing waters,
making promises to their God or deity,
giving offerings or sacrificing animals. [2, 4]
Rituals can be held to remove evil spirits
from the body and mind and can include
the use of amulets, special clothes, herbs
and traditional remedies. [4]

In some cultures, management of illness
and symptoms can involve the use of
foods, natural products, traditional
medicinal herbs and traditional healers.
Familiarity and trust may be built over
a long period of time and connection
between individuals and their traditional
healer. [1] While traditional healers
and herbal medicines are often easily
accessible in some cultures, this may not
be the case in Australia with traditional
healers and treatments possibly more
difficult to access.
Effective communication and explanation
of available management options is
imperative to allow people with a
life-limiting illness and their family to
make informed decisions. [6] Information
regarding medication and management
options need to be in a format and
language that the person and their
families can clearly understand and is
culturally appropriate. [7]
Cultural values can also influence beliefs
about who provides care for a person. In
some cultures, shame, embarrassment
and a perceived loss of self-respect can
be experienced if a person is cared for
by a member of the opposite sex. [8] In
some cultures, people do not recognise
a person of the opposite gender,
impeding therapeutic communication.
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Thinking Points
1. Select one cultural group. Review
some literature to describe the
common traditional beliefs held
about pain and other symptoms
within that cultural group.
2. What are your cultural beliefs about
this?
3. How would you take these beliefs
into consideration in your practice?

1.

Ballantyne, P. J., Mirza, R. M., Austin, Z., Boon, H. S., & Fisher, J. E. (2011). Becoming Old as a ‘Pharmaceutical
Person’: Negotiation of Health and Medicines among Ethnoculturally Diverse Older Adults. Canadian Journal on
Aging, 30(2), 169-184.

2.

Wasti, S. P., Randall, J., Simkhada, P., & van Teijlingen, E. (2011). In what way do Nepalese cultural factors affect
adherence to antiretroviral treatment in Nepal? Health Science Journal, 5(1), 37-47.

3.

Wiener, L., McConnell, D. G., Latella, L., & Ludi, E. (2013). Cultural and religious considerations in pediatric palliative
care. Palliative & Supportive Care, 11(1), 47-67.

4.

Lanken, P. N., Terry, P. B., DeLisser, H. M., Fahy, B. F., Hansen-Flaschen, J., Heffner, J. E., Levy, M., Mularski, R. A.,
Osborne, M. L., Prendergast, T. J., Rocker, G., Sibbald, W. J., Wilfond, B., & Yankaskas, J. R. (2008). An Official
American Thoracic Society Clinical Policy Statement: Palliative Care for Patients with Respiratory Diseases and
Critical Illnesses. American Journal of Respiratory and Critical Care Medicine, 177(8), 912-927.

5.

Palliative Care Expert Group (Ed.). (2010). Therapeutic guidelines: palliative care (3 ed.). Melbourne: Therapeutic
Guidelines Limited.

6.

Queensland Health. (2012). Literature review: Best practice multicultural policy implementation. Retrieved from
http://www.health.qld.gov.au/qhpolicy/docs/gdl/qh-gdl-080-att-b.pdf

7.

Shahid, S., Bessarab, D., van Schaik, K. D., Aoun, S. M., & Thompson, S. C. (2013). Improving palliative care outcomes
for Aboriginal Australians: service providers’ perspectives. BMC Palliative Care, 12(26).
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Activity 9: Cultural and
individual differences
Amy has settled in to the aged care
facility. A family meeting was held within
the first week of Amy’s arrival. Mei and
Erik met with members of the healthcare
team and a medical interpreter. During
the meeting, management of Amy’s
symptoms and quality of life was
discussed. Despite time allocated
for Mei and Erik to ask questions
during the meeting, Mei did not feel
comfortable to speak up at this time
and sat silently in the room. Erik worried
that the information about his mother’s
deteriorating condition was very difficult
for Mei to listen to and accept.
Mei comes every morning to visit Amy
and helps with her care. The change in
Amy’s condition upsets Mei and she finds
it difficult to understand that it is a purely
biophysical condition. Mei has always
placed a small piece of Jade under Amy’s
pillow to ward off evil spirits and to assist
with healing. She continues to do this.

 ultural and individual
C
differences

Thinking Points
1. Discuss how staff attitudes about
Amy, Mei and Erik’s cultural practices
would:
n

Affect care provided to Amy and
her family

n

Impact on Amy and her family’s
psychological wellbeing

2. What strategies could be used to
educate healthcare professionals
about cultural competence?

Each morning at home, Mei gets up and
prepares food to take to Amy when she
visits her. It is important to Mei and Erik
that Amy’s friends and community are
allowed to visit Amy when they would
like to and they have asked the facility to
accommodate for this. Erik visits his mum
each afternoon after work and takes Mei
back home with him when he leaves.

1.

Sun, D., Li, S., Liu, Y., Zhang, Y., Mei, R., & Yang, M. (2013). Differences in the origin of philosophy between Chinese
medicine and western medicine: Exploration of the holistic advantages of Chinese medicine. Chinese Journal of
Integrative Medicine, 19(9), 706-711.

2.

Wiener, L., McConnell, D. G., Latella, L., & Ludi, E. (2013). Cultural and religious considerations in pediatric palliative
care. Palliative & Supportive Care, 11(1), 47-67.
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Activity 10: Understanding spiritual needs and sources
of distress
Spiritual and religious beliefs

Grief is expressed differently by people
for a variety of reasons. People from
some cultures may display their grief
openly and even publically by crying
and wailing, where people from other
cultures may remain calm and appear
stoic. [2]

Western societies tend to place some
emphasis on biomedical aspects of
end-of-life care. Some other cultures
emphasise the more holistic and
spiritual aspects of care. [1] These beliefs
can influence the way people seek
assistance, make choices about their
management and care and ultimately
where they would like to die.

In cultures where eating traditional
food and gathering to eat with family,
friends and community are important,
people may express sadness at a loss
of appetite. [3] The practice of artificial
nutritional feeding as a life-sustaining
measure in people with a life-limiting
illness occurs at a higher rate in some
cultures compared to others. This
may be due to importance that food
plays in some communities. [4] Effective
communication about a person’s body
preparing itself for the end of life is
required. Discussing changes in the
body through the last weeks and days
can help families when changes occur.

Discussion should be held with the
person with a life-limiting illness and
their family to understand preferences
for spiritual care. People from some
cultural backgrounds can interpret the
involvement of spiritual care workers as
an impending sign that they are near
death. [2]
Grief and bereavement
The meaning of grief, what is grieved for
and the way people grieve varies among
individuals and within cultures. While
grieving is a natural process, questioning
a person about their grief may signify to
them that their grief is irrational. [2]

Thinking Points
1. What issues should be considered
in deciding whether artificial nutrition
has a role in a person’s care at end
of life?
2. How does your culture grieve?
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Sun, D., Li, S., Liu, Y., Zhang, Y., Mei, R., & Yang,
M. (2013). Differences in the origin of philosophy
between Chinese medicine and western medicine:
Exploration of the holistic advantages of Chinese
medicine. Chinese Journal of Integrative Medicine,
19(9), 706-711.

2.

Wiener, L., McConnell, D. G., Latella, L., & Ludi,
E. (2013). Cultural and religious considerations in
pediatric palliative care. Palliative & Supportive Care,
11(1), 47-67.

3.

Anngela-Cole, L., & Busch, M. (2011). Stress and
Grief Among Family Caregivers of Older Adults With
Cancer: A Multicultural Comparison From Hawaii.
Journal of Social Work in End-Of-Life & Palliative Care,
7(4), 318-337.

4.

Connolly, A., Sampson, E. L., & Purandare, N. (2012).
End-of-Life Care for People with Dementia from
Ethnic Minority Groups: A Systematic Review. Journal
of the American Geriatrics Society, 60(2), 351-360.

Topic 4

Section 4: Support for people from culturally
diverse backgrounds at end stages of life
In this section you will:
n

Learn about concerns people from diverse cultures have about the end stages
of life

n

Reflect on customs and beliefs surrounding death, burial and cremation.

Activity 11: End-of-life care
End-of-life care planning

End-of-life care

End-of-life care planning and decisionmaking may include and respect the
wishes of the individual, the family and the
community. [1] However in many countries,
advance care planning and health
directives are not a standard practice.
Decisions about life sustaining measures
or withholding treatment can be difficult
for carers and relatives. [2]

Any culture can see the health system
as intruders, taking loved ones away. In
some cultures death is considered to
be a natural part of the life cycle while
others may see it as unnatural and a
sign of weakness. These underpinning
beliefs can influence the way people
would like to say goodbye to their
families and communities at end of life.
Some people will insist that many family
and community members are given the
opportunity to say goodbye, where
others want discretion so as not to draw
attention to them or their illness. [3]

Parents, families and carers of children
with a life-limiting illness may find it
particularly difficult to speak truthfully and
openly to children about their illness. [3]
While advance care plans and health
directives are not standard in many
countries, when a palliative diagnosis
is made, a referral should be made to
a palliative care specialist service for
discussion.
Through open conversations in plain
language, discussions should be used as
a way of identifying to medical staff the
social or cultural pathways, important to
the person with a life-limiting illness and
their family.

The preference for the place to receive
end-of-life care and to die varies
between individuals. For some cultures
the importance of remaining with the
family or returning to their origins to die
is a priority. Where family and community
support is strong, the desire for the
provision of in-home care is strong. For
others the choice may be a care facility. [2]
Many beliefs exist around the time and
place of death. Some believe that dying
and death that occurs at home is a sign
continued over page
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Activity 11: End-of-life care continued
of bad luck, where others believe that a
person’s soul will be lost forever if they
die away from their home. [3]
Customs surrounding death, burial or
cremation and bereavement rituals
Strong community involvement may be
pivotal to a person’s culture. A person’s
care can involve and be carried out
by family, relatives and people in the
surrounding community. Members of the
community also celebrate and mourn
together.[4] Prior to and at the time of
death, families may want to carry out
cultural or religious ceremonies or rituals.
These ceremonies and rituals can include
family members bathing and dressing
the person after death. [5]

Provisions need to be given to allow
physical space and noise to occur
without disrupting other people being
cared for. Additional support for care
workers may be required to identify and
manage the often multiple needs of all
persons involved. [6] Acceptance by health
professionals and care staff of cultural
differences and practices occurs through
education, communicating directly with
people and their family, and recognising
and respecting their individual beliefs
surrounding customs, rituals and
preferences. [7]

Thinking Points
1. Describe ways that you would
accommodate requests for visits
from a large number of family and
community members in the journey
to the end of life.
2. Is this similar to your culture?

1.

Graham, N., Gwyther, L., Tiso, T., & Harding, R. (2013). Traditional healers’ views of the required processes for a
“good death” among xhosa patients pre- and post-death. Journal of Pain & Symptom Management, 46(3), 386-394.

2.

Connolly, A., Sampson, E. L., & Purandare, N. (2012). End-of-Life Care for People with Dementia from Ethnic Minority
Groups: A Systematic Review. Journal of the American Geriatrics Society, 60(2), 351-360.

3.

Wiener, L., McConnell, D. G., Latella, L., & Ludi, E. (2013). Cultural and religious considerations in pediatric palliative
care. Palliative & Supportive Care, 11(1), 47-67.

4.

Hiruy, K., & Mwanri, L. (2013). End-of-life experiences and expectations of Africans in Australia: Cultural implications
for palliative and hospice care. Nursing Ethics (Online). Retrieved from http://nej.sagepub.com/ content/ear
ly/2013/03/04/0969733012475252.abstract

5.

Kobler, K., Limbo, R., & Kavanaugh, K. (2007). Meaningful Moments: The Use of Ritual in Perinatal and Pediatric
Death. The American Journal of Maternal/Child Nursing, 32(5), 288-295.

6.

Shahid, S., Bessarab, D., van Schaik, K. D., Aoun, S. M., & Thompson, S. C. (2013). Improving palliative care outcomes
for Aboriginal Australians: service providers’ perspectives. BMC Palliative Care, 12(26).

7.

Halm, M. A., Evans, R., Wittenberg, A., & Wilgus, E. (2012). Broadening cultural sensitivity at the end of life: an
interprofessional education program incorporating critical reflection. Holistic Nursing Practice, 26(6), 335-349.
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Activity 12: Support for
Amy’s family at end of life
It is now three years on and Amy has
entered the advanced stage of early onset
probable Alzheimer’s. Dr Romano Sayer
completed his training and is now a GP
who works at a nearby clinic. Romano is
Amy’s primary physician and has been
overseeing her medical care for the past
six months. When it was obvious that
Amy was not improving, a family meeting
was held and with the assistance of an
interpreter, Romano informed Mei and
Erik that Amy’s health was declining and
that she was entering the end stages of
her life.
Amy died later that morning with Mei, Erik
and Samantha by her bedside.

 upport for Amy’s family
S
at end of life

Thinking Points
1. What should be considered when
preparing for the family meeting
to support Erik and Mei for Amy’s
death?
2. Discuss various cultural ceremonies
and rituals that may be practiced
around the time of a person’s death.
3. What might be some of the reasons
that Dr Sayer would use the term
‘passed away’ rather than died?
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Topic 4

Section 5: Reflections on what you have learnt
It is essential for all healthcare professionals to develop the capacity for reflection
and self-evaluation of their professional and personal experiences, and to consider
how this can impact on themselves and others.
Consider the focus topic you have just completed and reflect on the following
questions to assist with your ongoing development:
1. What key points have you learnt from the activities in this module that will
help you in providing care for people affected by life-limiting illness and their
families?
2. What specific strategies do you plan to incorporate as a graduate healthcare
professional?
3. Do you see any difficulties using what you have learnt here as part of your
practice as a healthcare professional? Is so, what strategies might you use
to address these difficulties?
CONGRATULATIONS! You have now completed Focus Topic 4 of PCC4U.
You should now be able to:
n

Understand the role of culture in contributing to individuals’ experiences
of living with a life-limiting illness

n

Apply principles of culture-centred care when caring for people with
life-limiting illnesses.
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Transcript Topic 4

Culture-centred care of people
with life-limiting illnesses

Amy’s story
Amy’s story
2 min 57 sec
Amy’s co-worker: So is your mum going
to finally get to meet Samantha tonight?
Amy: Who?
Amy’s co-worker: Eric’s girlfriend,
Samantha, that’s her name isn’t it?
Amy: Oh yes, I think she’s going to see
my mum tonight, should be interesting
Amy’s co-worker: Are you okay? You
haven’t seemed yourself lately
Amy: Yeh, I’m okay. I’m just a bit tired
Scene Break
Amy: *Chinese* Mum, what are you
cooking? It smells delicious!
Amy’s mum: *Chinese* You are back!
I’m cooking dumplings. They should be
ready soon. I hope they taste good and
she likes them

Amy: *Chinese* Huh? Why are you
cooking dumplings? Who are you talking
about?
Amy’s mum: *Chinese* Have you
forgotten already? Eric is bringing his
new girlfriend over.
Amy: *Chinese* Oh yes! I forgot about
that. Hey mum, I think Eric is a bit
nervous about bringing his girlfriend to
meet us
Amy’s mum: *Chinese* Yes, yes I think I
agree
Amy: *Chinese* I feel a bit tired and I
want to have a rest, is that okay?
Amy’s mum: *Chinese* Okay, Okay
Amy: *Chinese* oh mum, you’ve been
working so hard. I’ll go now
Scene Break
continued over page
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Amy’s story continued
Eric: *Chinese* Grandma! This is my
girlfriend, Samantha
Grandma: *Chinese* Welcome,
welcome, welcome Samantha: Hi, it’s
nice to meet you
Eric: She says hello.
Grandma: *Chinese* Hello – Thank you
Eric: *Chinese* Grandma, where’s mum?
Grandma: *Chinese* In her room having
a rest
Eric: *Chinese*Ma? Mum?
Amy (mum): I’m so sorry Eric, I was just
sitting down. Hello, Sandra?
Eric: Samantha mum, Samantha
Samantha: It’s nice to meet you
Amy (mum): Nice to meet you too, have
a seat, please

Amy is admitted to an
aged care facility
2 min 52 sec
Eric: *Chinese* Mum, you sit there,
Grandma you sit there
Nurse Unit Manager: it’s great to finally
meet you all. As I said, my name is Misha
and I’m the nurse unit manager here. I
believe you met with Katherine last week
and she showed you around the facility
and gave you some information?
Eric: Uh, yes… I did, thank you. I’m Sorry,
I have to go off to work very soon
Grandma: *Chinese* What is she saying?
Tell her that your mum likes to watch
midday TV everyday
Amy (mum): Yes! I want to watch TV.
Mum, I want you to watch with me
Grandma: *Chinese* Yes, yes
Eric: My grandmother is anxious, it’s
a difficult time for her because she’s
traditionally took care of my mum, so
seeing her here is very difficult for her
Grandma: *Chinese* You have to tell
her to remember that your mum likes to
watch TV
Eric: My mother enjoys watching
the afternoon movie and um my
grandmother often watch it with her, um
but uh well, they do it together
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Nurse Unit Manager: Great, well I’ll
make sure we’ll finish up in time so she
can watch the midday movie.
Hello Amy, I’m Misha and I’m gonna be
helping look after you while you’re here
with us
Amy: Are you going shopping now?
Nurse Unit Manager: I’m Misha, and I’m
going to talk to you for a little while then
I’m going to take you to your new room
Eric: She is welcoming us. Her name is
Misha and she is the Nurse Unit Manager
here
Grandma: Okay, Okay
Nurse Unit Manager: And this is Jing
Jing, she’s our medical interpreter today
Medical Interpreter: *Chinese* Hello,
my name is Jing Jing and I’m a medical
interpreter. I will help Misha to provide
for you the information you need

Medical Interpreter: *Chinese* Misha
will ask you a few questions so that she
can get the information she needs to
best care for Amy. Then she will give you
some information about this facility. If
you have any questions just ask
Grandma: *Chinese* Thank you
Nurse Unit Manager: Who’s the best
person to be answering these questions?
Medical Interpreter: * Chinese*who is
the best person to be answering these
questions?
Eric: Well I can answer some of the
questions, but my grandmother took
care of my mum a lot so we’ll both
answer them
Nurse Unit Manager: Great, well let’s
get started.

Nurse Unit Manager: I will need to
ask you some questions to get some
information to help best care for you,
I will also tell you a little bit about our
facility, please ask if there is anything that
you are unsure of
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Cultural and individual differences
4 min 18 sec
Amy: Ling Li have you finished your
school work already? Did you come
straight home?
Eric: It’s me mum, it’s me Eric
Amy: Oh…Eric *Chinese* My son…
Nurse Unit Manager: Hi Amy, I’d like
you to meet Dr Romano Sayer, he’s a
medical intern who will be working here
in the next couple of months
Eric: He is a new Doctor
Amy: Oh…
Nurse Unit Manager: I’ll come back and
talk to you all later
Worker: Hey Misha, quick question, I’m
taking a meal down to Amy’s room. I
don’t understand why we do this each
day, whenever I go in there there’s always
a bowl of food that her mum’s brought in
and she doesn’t even always eat that
Nurse Unit Manager: Yeh, Mei makes
food for Amy everyday and brings it
into her, I know she doesn’t always eat
it. But it’s not just about the food itself,
many cultures bring in food in the same
way others bring in flowers. I know in my
family, if someone didn’t bring food to us
when we’re sick, we would think we were
being uncared for.
Worker: Really?
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Nurse Unit Manager: Yes. Although
despite the cultural differences, it’s
important to treat Amy as an individual,
take a meal to her and she can choose
what she wants to eat.
Worker: Okay, I will
Worker: Hey Misha, could you clarify
something for me. Now, I noticed that
Amy’s mother Le Mei keeps a piece of
jade under Amy’s pillow, but she also
wears a cross around her neck. Now,
what exactly does she believe in?
Nurse Unit Manager: I certainly don’t
have one set of beliefs, do you?
Worker: No, not really
Nurse Unit Manager: Well just like
you and me, Amy, Mei, and Eric are
individuals. They’re likely to have a mix
of traditional and non-traditional beliefs
and customs. You’re actually asking the
wrong person if you want to know exactly
what they believe. You need to speak to
them, ask them directly
Worker: Okay, okay, I get it
Nurse Unit Manager: Hi Tev, I was just
in Amy’s room and I noticed the manual
handling chart wasn’t there.

Physio: Yeh, I have it here. I’m just
returning it. Listen, she is quite unsteady
on her feet, she’ll require some
assistance with walking and transferring.
I went to go in earlier, but she had a
room full of visitors – AGAIN – I don’t
know what they were saying when they
don’t speak in English.
Nurse Unit Manager: I’ve often heard
you talk about your family, it sounds like
you must have a big group when you
get together. Do you all speak in English
then?
Physio: No, rarely
Nurse Unit Manager: Well, just like you.
When Amy’s family and community come
together, I’m sure they communicate in a
way that they all feel comfortable
Physio: Yeh, I guess
Nurse Unit Manager: Remember also,
this is a difficult time for them, as Amy’s
condition has deteriorated. So I’m sure it
helps them cope a little more with what’s
happening. Even though language
might seem like a barrier at times, if
you talk to people as individuals, share
your concerns, get to know them. The
differences aren’t that important.

Support for Amy’s family
at end of life
1 min 18 sec
Grandma: *Chinese* Amy, my Amy,
Amy… Amy, wake up Amy, wake up,
don’t leave me, I don’t want you to leave.
Doctor: Eric, I need to go and see a few
people now. Please take as much time as
you want and let the staff know if there is
anything that we can do
Eric: Thank you Romano
Nurse: Hi Dr Sayer what’s happened?
Doctor: Amy’s passed away this morning
Nurse: Who’s in there now? And why are
they being so loud?
Doctor: It’s Amy’s family, friends and
community. Think about the people
you’ve seen grieving, have they all
grieved in the same way?
Nurse: No, they haven’t
Doctor: And just like everyone else who
grieves, they are individuals and they
grieving in their own way

Physio: Yeh, okay, good point.
Nurse Unit Manager: Okay, see you
later
Physio: Alright, see ya
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