Implementation Guide
Care Worker Toolkit
2020

Topic 1
Principles

Topic 2
Supporting
care

Topic 3
Providing
care

Topic 4
End-of-life
care

Topic 5
Managing
responses

Aboriginal and Torres Strait Island Acknowledgement
The Palliative Care Curriculum for Undergraduates (PCC4U) would like to acknowledge the
Traditional Custodians across the lands, waters and seas that we work and live on and pay our
respects to Elders past, present and future and thank them for their continuing custodianship.
WARNING: Aboriginal and Torres Strait Islander peoples are warned photographs / videos within
this learning resource may contain images, voices or names of deceased persons.
Disclaimer
This suite of online resources was produced by the Palliative Care Curriculum for Undergraduates
(PCC4U) project. The PCC4U project is led by Queensland University of Technology (QUT) as
a national palliative care project funded by the Australian Government Department of Health
(DoH). The PCC4U Care Worker Toolkit is intended as an educational resource for certificate
level, care workers. All training has been prepared to provide informative, but general, knowledge
on palliative care aligned to the unit of competency CHCPAL001 – Deliver care services using a
palliative approach (Release 2). Production date of this resource is April 2020.
The information provided herein should be treated as a guide to appropriate practice only and
should be followed subject to organisational and legislative requirements, discipline standards and
the person in care’s individual preferences in each case.
Individual care workers remain responsible for providing care within their role definition/scope,
meeting all organisational and legislative requirements and maintaining standards of conduct.
PCC4U, QUT and the DoH make no representations about the suitability of this information for
any purpose. It is provided ‘as is’ without express or implied warranty. The PCC4U team may make
improvements and / or changes in the information at any time.
Copyright
Apart from fair dealing as permitted under the copyright law of your country, and as necessary
for the operation of the program, no part of this program, nor the information contained
within, may be reproduced, stored in a retrieval system, or transmitted in any form or by any
means – electronic, mechanical, reprographic or otherwise - without the prior permission of the
Queensland University of Technology (QUT). In some cases, copyright also rests with other bodies.
All rights reserved.
For further information please contact the PCC4U national team:
Email: pcc4u@qut.edu.au
Phone: 61 7 3138 6128
Suggested citation
Palliative Care Curriculum for Undergraduates (PCC4U) Project Team. (2020). PCC4U Care Worker
Toolkit. [Online Modules]. Brisbane, QLD: QUT, https://palliativecareeducation.com.au/
Funding
PCC4U is funded by the Australian Government Department of Health

Contents
About the PCC4U project...................................................................................... 2
Using the PCC4U resources.................................................................................. 3
About the Care Worker Toolkit............................................................................ 4
Implementation support......................................................................................... 6
Icons...........................................................................................................................13
Unit Mapping...........................................................................................................14

Topic 1 The principles and aims of a palliative approach

17

Topic 2 Supporting care

69

Topic 3 Providing care

133

Topic 4 End-of-life care strategies

205

Topic 5 Managing your own emotional responses

279

Glossary of terminology used.......................................................................... 309
Glossary references............................................................................................ 315

PCC4U Care Worker Toolkit – Implementation Guide (April 2020) 1

About

the PCC4U project
The Palliative Care Curriculum for
Undergraduates (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 in undergraduate and entry-topractice programs through the provision of:




A suite of evidence-based student and
facilitator learning resources
Capacity building and professional
development activities.

The PCC4U project learning resources are
freely available on the project website
www.pcc4u.org.au
The project team are 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,
including governance, the project team and
outcomes and achievements go to
www.pcc4u.org.au

PCC4U resources:


Have been implemented in a range of
undergraduate and entry to practice,
health related courses



Can be used to support learning and
teaching for students from any health
discipline.
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There are four core capabilities identified as
being integral for healthcare team members
to provide a palliative approach to care for
persons with a life-limiting illness:
1. Effective communication in the context of
an individual’s responses to loss and grief,
existential challenges, uncertainty and
changing goals of care
2. Appreciation of and respect for the
diverse human and clinical responses of
each individual throughout their illness
trajectory
3. Understanding of principles for assessment
and management of clinical and supportive
care needs
4. The capacity for reflection and selfevaluation of one’s professional and
personal experiences and their cumulative
impact on the self and others.

Using

the PCC4U resources
PCC4U Toolkits
The PCC4U Toolkits– Enrolled Nurse Toolkit
and Care Worker Toolkit have been developed
to support inclusion of palliative care within
training packages preparing healthcare team
members within the Vocational Education and
Training sector. The Toolkits can be accessed
via the Palliative Care Education Learning
Management System.
Detailed information regarding the content
and learning activities included in each of the
PCC4U toolkits can be found in the
PCC4U.org.au website in:




PCC4U Enrolled Nurse Toolkit
Curriculum Blueprint
PCC4U Care Worker Toolkit
Curriculum Blueprint

Each Toolkit focuses on developing knowledge
and skills in palliative care and include case
studies, video vignettes and current evidencebased information.

Key learning tools to achieve these outcomes,
include a series of ‘thinking points’ and video
case studies. The video case studies provide an
opportunity to meet an individual with a lifelimiting illness at various points in their journey,
reflect on the experience of individuals and
apply concepts to practice.
Depending on desired learning outcomes, the
learning resources can be used in whole, or
in part and delivered in a range of different
formats including:


Blended learning



Workshop activities



Interactive tutorials



Self-directed learning



Lecture presentations



Group discussions



Team-based learning.

The PCC4U Toolkits include learning
opportunities to:


Explore key practice concepts in
palliative care



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



Promote reflection and apply learning



Consider experiences of practice in the
field



Develop an understanding of the roles
of the multidisciplinary team



Work effectively within a team



Identify and review current evidence
and information resources.
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About

the Care Worker Toolkit
The Care Worker Toolkit is a suite of resources
that have been designed to support learning
in relevant Certificate III and IV healthcare
training packages. It is aligned to the unit of
competency CHCPAL001 Deliver care services
using a palliative approach (Release 2).

The topics covered through Benjamin’s
journey include:


Entering the palliative phase



The multidisciplinary team approaches



Locations of palliative care



Advance care planning



Pain assessment and management

Topic 1 – The principles and aims of a palliative
approach



Responsible cultural palliative care



Identifying the deteriorating person

Topic 2 – Supporting care



End-of-life care

Topic 3 – Providing care



After-death care for the person
and the family / carers.

There are five topics within the Care Worker
Toolkit.

Topic 4 – End-of-life care strategies
Topic 5 – Managing your own emotional
responses.
Further information on the Unit of Competency
and Assessment Requirements for CHCPAL001
– Deliver care services using a palliative
approach (Release 2) can be found at: https://
training.gov.au/Training/Details/CHCPAL001
The five topics focus on developing knowledge
and understanding in palliative care and
includes case studies, video clips and current
evidence-based information.
A case study, with transcripts available, runs
throughout the topics describing the palliative
care journey.
Benjamin’s journey from diagnosis to afterdeath cares can be found on the PCC4U
YouTube webpage at: https://www.youtube.
com/user/PCC4UProject
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Terminology clarification
For the purposes of The Care Worker Toolkit
clarification of role terminology:
Carer – As referred to in the unit of
competency CHCPAL001 relates to a
community carer / support person that may be
paid or may be a family member / friend.
Care Worker – Relates to the students
intended title on successful completion of the
relevant health teaching package.
Advance Directive – The terminology Advance
Directive has been used throughout the
module. Each state and territory name the legal
paperwork differently. For continuity purposes,
the document has been named ‘Advance
Directive’ within this module.

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:


privacy and confidentiality are essential



an individual’s feelings and thoughts
must be respected



an individual’s right not to disclose
feelings and thoughts must be
respected.

Acknowledgement

Individual acknowledgements are also
extended to industry representatives who
were consulted and contributed during the
development process:


Melissa Brodie, End of Life Directions
for Aged Care, Queensland



Hayley Gerke, TasTAFE, Tasmania



Sue Harkin, TAFE, South Australia



Diane Harrison, RAPAD Skilling,
Queensland



Anthony Rogers, TAFE, North Coast



Mel Slattery, Equals International



Kathy Steevens, Mater Education,
Queensland



Jolan Stokes, Palliative Care Unit,
Braeside Hospital.

Acknowledgment is also extended to the teams
involved in bringing the learning content to life:


Simply eLearning – eLearning
development and graphic design



Ignition Films – Case study video
development.

Acknowledgement is extended to all members
of the PCC4U project team, members of the
PEPA National Team, Project Officers from
the Australian Government Department of
Health and the Project Director Distinguished
Professor Patsy Yates, Queensland University
of Technology for their contributions to the
development of this resource.
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Implementation
support

Implementing the Care Worker Toolkit can
include:






Integration as a complete unit of study
– the Care Worker toolkit is aligned to
the unit of competency CHCPAL001
Deliver Care Services Using a Palliative
Approach (Release 2)
Inclusion of topics, sessions, case study
videos or individual activities within a
unit of study
Adapting the Care Worker Toolkit
activities to meet course and
assessment requirements.

Access the Care Worker Toolkit Implementation
Guide for Educators – for introduction and
mapping.
Access the PCC4U Care Worker Toolkit
Curriculum Blueprint – for information of topics
discussed related to the unit of competency.
Provide student access to the learning
resources by:


Embedding the Care Worker Toolkit
content, hosted on our Learning
Management System and / or case
study videos within your unit.

Customising the resources to suit your course:
The project team can provide tailored support
to assist with integrating either of the PCC4U
Toolkits into your programs. This includes:


Site visits



Teaching and learning workshops



Curriculum and resource-mapping
activities.
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The Care Worker Toolkit hub at
www.pcc4u.org.au includes a comprehensive
and current compilation of resources to support
the inclusion of palliative care in care worker
training packages:


This Implementation Guide



Curriculum Blueprint



Simulation scenarios



Case study videos.

This implementation guide provides
information about the specific content and
components of each eLearning session, and
aims to support the educator to map and
integrate the eLearning sessions within and
across their own curriculum.
www.pcc4u.org.au

BEN’S STORY Meet Ben and Jan, his wife. Ben was diagnosed with lung cancer. He was treated with surgery
and radiotherapy. Ben discusses his symptoms and how he is coping. He discusses the people who have supported
him throughout his care.

Topic 1

The principles and aims of palliative care
Develop an understanding of palliative care as a holistic process and understand who is involved in providing palliative care.
In this topic students will learn to:


Describe the philosophy and principles of palliative care



Recognise the holistic needs of the person extending over time, not just at end of life



Support the person, carers and family to express needs and preferences and report information to your supervisor



Respect the family and carers as an integral part of the care team and ensure that they have the information and support
needed



Identify needs and issues outside the scope of your role and refer to a supervisor.

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

1.1 The philosophy
and principles of
palliative care

Develop an
understanding of the
philosophy and principles
of palliative care.

 Describe the philosophy, principles, benefits,
and scope of palliative care
 List the people who could benefit from
palliative care
 Discuss where palliative care takes place.

1.2 Needs in
palliative care

1.3 The palliative
care team

Develop an
understanding of the
needs of people affected
by life-limiting illness and
strategies for supporting
them.
To develop an
understanding of who
provides palliative care –
and the role of yourself
and the family within the
team.

 Describe the common needs of people affected
by a life-limiting illness
 Describe support strategies for the person,
family, and carers to express their needs and
preferences.
 Identify the members of the palliative care team
 Discuss the role of family and carers in the care
team
 Describe your role within the palliative care
team
 Explain how to provide information and support
to families and carers.

Scene 1: 4 min 4 secs
Ben and Jan are visited by James,
a Community Support Worker.

Scene 2: 4 min 13 secs
Ben reflects on the people that have
supported him through his cancer
diagnosis.
Scene 3: 0 min 51 secs
Ben reflects on how his family has
supported him through his ill-health.
Scene 3a: 1 min 25 secs
Jan reflects on how she supports
Ben.
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Topic 2

Supporting care
Develop an understanding of effective communication strategies to support the holistic needs of people
with life-limiting illnesses and their family and carers.
In this topic students will learn to:


Support the person, their family and carers through the emotional impact of diagnosis



Use a non-judgemental approach to ensure the person’s holistic needs are supported, reported and documented
in the care plan within the scope of your role



Use supportive communication to show empathy, provide emotional support, encourage active participation
and improve the person’s quality of life



Support the person, carers and family to express needs and preferences.

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

2.1 Supporting the
person after
diagnosis

To explore the
experience of the person
being diagnosed with a
life-limiting illness and
their support needs after
diagnosis.

 Describe the emotional impact of diagnosis
on the person with a life-limiting illness, their
family, and carers

Scene 4: 4 min 26 secs
Ben and Jan visit the doctor to find
out the results of his recent tests.

Develop an
understanding of the
holistic needs of people
affected by life-limiting
illness and strategies for
supporting them.

 Describe the common needs of people affected
by a life-limiting illness

2.2 Supporting the
person

 Describe evidence-based strategies to better
understand sources of distress for people
diagnosed with life-limiting illnesses.

 Reflect on various meanings of dying and death
in today’s society and how they relate to a
person’s own experiences and needs

Scene 5: 3 min 30 secs
Ben discusses spirituality with Dan,
the Palliative Care Nurse, before
moving to the aged care home.

 Describe key concepts associated with cultural
safety and human rights
 Identify elements of spiritual care when caring
for someone with a life-limiting illness
 Describe support strategies for the person,
family, and carers to express their needs and
preferences and report information to the
supervisor.

2.3 Supporting
communication

Develop an
understanding of
effective communication
principles when
interacting with people
affected by life-limiting
illness.

 Identify supportive communication strategies
used to support the person’s quality of life, pain
management and comfort
 Communicate with the person, their family,
carers, and significant others in a manner
that shows empathy and provides emotional
support
 Identify evidence-based strategies used to
respond to the needs and concerns of people
with life-limiting illnesses.

BEN’S STORY Ben has been diagnosed with a life-limiting illness and begins his palliative journey.
He discusses the spiritual aspects of his life and the location where he would like to be cared for.
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Topic 3

Providing care
To develop an understanding of the common symptoms people may experience, strategies to manage these symptoms
and aspects of legal documentation required for palliative care.
In this topic students will learn to:


Interpret and follow Advance Directives in the care plan in line with work role and organisation, legal and ethical
requirements



Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements



Observe and document the person’s pain and other symptoms in line with care plan responsibilities and promptly
report to an appropriate member of the care team



Evaluate and document the effectiveness of implemented strategies



Implement strategies to manage pain and promote comfort in line with care plan and role



Refer to an appropriate member of staff any misconceptions in the workplace surrounding the use of pain-relieving
medication.

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

3.1 Using care plans

Develop an
understanding of
documentation
requirements and care
plans.

 Describe the documentation requirements
of caring for someone with a life-limiting illness

Scene 6: 4 min 6 secs
Jenny, the care worker, discusses
advance care planning with Ben.
Scene 7: 1 min 18 secs
Jenny and Sally; Ben’s care workers,
discuss the importance of advance
care planning.
Scene 8: 2 min 0 secs
Ben and Jan discuss advance care
planning and Ben’s concerns about
dying.

To develop an
understanding of the
common symptoms in
palliative care.

 Identify common symptoms in palliative care

3.2 Common
symptoms in
palliative care

 Interpret and follow Advance Directives in the
care plan in line with own work role.

 Observe and document the person’s pain and
other symptoms in line with responsibilities in
the care plan

Scene 9: 4 min 29 secs
Jenny uses the Symptom
Assessment Scale to assess Ben.

 Describe processes for evaluating and
documenting the effectiveness of implemented
care strategies
 Discuss the nutritional and hydration
requirements for a person receiving palliative
care.
3.3 Supporting
people with pain

To develop an
understanding of pain
management and
comfort promotion
strategies within your
role definition.

 Implement strategies to manage pain
and promote comfort in line with the care plan
and role
 Describe processes for evaluating and
documenting the effectiveness of implemented
care strategies

Scene 10: 2 min 47 secs
Jenny, the care worker, supports
Ben with pain management
techniques.

 Be able to identify appropriate pain
management techniques to promote comfort
 Be able to refer to the appropriate member
of staff any misconceptions regarding pain
medication usage.

BEN’S STORY Ben discusses the principles of advance care planning. His care worker
assesses his pain and assists with non-pharmacological pain management techniques.
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BEN’S STORY Ben’s condition deteriorates as he enters the end of life phase. Aspects of cultural competency
and supportive techniques for family and carers are discussed. Respect and dignity and the therapeutic environment
are explored surrounding the care workers role.

Topic 4

End-of-life care strategies
To develop an understanding of signs of deterioration and imminent death and strategies to support the person’s
changing needs.
In this topic students will learn to:


Provide a supportive environment to the individual, families and carers and / or significant others involved in their care
at the end of life



Respect and support the person’s preferences and culture when providing end-of-life care according to the care plan
and role



Recognise any signs of the person’s imminent death or deterioration and report to the appropriate member
of the care team in line with organisation requirements



Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements



Deliver services in a manner that supports the right of individuals to choose the location of their end-of-life care



Regularly check for any changes in the care plan that indicate decisions made by the person have been reviewed



Provide a supportive environment to the individual, families, carers and / or significant others involved in their care
at the end of life



Respect and support the person’s preferences and culture when providing end-of-life care according to care plan
and role



Maintain the dignity of the person when providing planned end-of-life care and care immediately following death.

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

4.1 Amy’s Story
(Cultural
competency at
the end of life).

To introduce Amy,
her background and
diagnosis and respect
and support her cultural
needs end
of life.

 Provide a supportive environment to the
individual, families, carers and / or significant
others involved in their care at the end of life.

Scene 10a: 4 min 22 secs
Introducing Amy and her family.

 Respect and support the person’s preferences
and culture when providing end-of-life care
according to the care plan and role.
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Topic 4

End-of-life care strategies continued

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

4.2 Recognising
the end-of-life
phase

To develop an
understanding of the
signs of imminent death
and requirements within
your role description.

 Recognise any signs and symptoms of the
person’s imminent death or deterioration and
report to an appropriate member of care team
in line with organisation requirements.

Scene 11: 2 min 25 secs
Jenny, the care worker, identifies
symptoms of Ben’s deteriorating
condition.

To develop an
understanding of
end-of-life supportive
care requirements as
documented in the care
plan including choice of
location of end-of-life
care.

 Comply with end-of-life decisions as
documented in the care plan and in keeping
with legal requirements

Scene 13: 5 min 54 sec
Jan and Jenny, Ben’s care worker,
discuss Ben’s end-of-life care.

 Report the person’s changing needs and issues,
in relation to end of life, to the appropriate team
member for documentation in the care plan

Scene 14: 6 min 11 sec
After-death care, and care of the
family.

4.3 Providing care
at the end of life

Scene 12: 4 min 21 secs
Ben has deteriorated further and is
receiving end-of-life care.

 Deliver services in a manner that supports the
right of individuals to choose the location of
their end-of-life care
 Regularly check for any changes on the care
plan that indicate decisions made by the person
have been reviewed
 Provide a supportive environment to the
individual, families, carers and / or significant
others involved in their care at the end of life
 Respect and support the person’s preferences
and culture when providing end-of-life care
according to the care plan and role
 Maintain dignity of the person when providing
planned end-of-life care and care immediately
following death.

4.4 After-death care

4.5 Supporting
the family and
carers

To develop an
understanding of how
to maintain the person’s
dignity after they have
died in accordance with
the person’s cultural,
religious and spiritual
needs.

 Maintain dignity of the person when providing
planned end-of-life care and care immediately
following death

Develop an
understanding of the
strategies and resources
to support families and
carers when the person
is at the end of life.

 Monitor the impact of the person’s end-oflife needs, issues and decisions on families,
carers and / or significant others and refer to
appropriate member of the care team in line
with organisation protocols to ensure they are
supported

 Provide consideration of cultural, religious and
spiritual differences in relation to dying and
death.

 Provide emotional support to other individuals,
carers, families and / or significant others when a
death has occurred in line with role.
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BEN’S STORY Legal and ethical aspects of care are discussed. The importance of self-care is explored to identify
and manage stress in the palliative care environment.

Topic 5

Managing your own emotional responses
To develop an understanding of your own emotional responses to ethical issues and to examine self-care strategies.
In this topic students will learn to:


Interpret and follow Advance Directives in the care plan in line with own work role and organisation, legal and ethical
requirements



Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements



Follow organisation policies and procedures in relation to managing own emotional responses and ethical issues



Identify and reflect on own emotional responses to dying and death and raise and discuss any issues or reactions with
supervisor or appropriate person



Raise any ethical issues or concerns with supervisor or other appropriate person



Identify and action self-care strategies to address the potential impact of personal responses on self



Access bereavement care and support of other team members as needed.

SESSION

AIM

LEARNING OUTCOME

5.1 Supporting
ethics

To develop an
understanding of
the legal and ethical
considerations for care
at the end of life.

 Interpret and follow Advance Directives in the care plan in line with own work role and
organisation, legal and ethical requirements
 Comply with end-of-life decisions as documented in the care plan and in keeping with
legal requirements
 Follow organisational policies and procedures in relation to managing own emotional
responses and ethical issues
 Raise any ethical issues or concerns with supervisor or other appropriate person
 Understand legal and ethical considerations for working in palliative care, including:
 privacy, confidentiality and disclosure

5.2 Self-care

To develop an
understanding of selfcare strategies and
understanding how to
support other team
members.



dignity of risk



duty of care



human rights.

 Identify and reflect on your own emotional responses to dying and death and raise and
discuss any issues or reactions with supervisor or other appropriate person
 Identify and action self-care strategies to address the potential impact of personal
responses on self
 Identify the need for bereavement care in self and others as needed.

12 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Icons
Embedded within the sessions are a variety of learning activities to stimulate thought and promote
personal reflection.
These include:
Thinking Points
Points linking to theoretical content that can be discussed either as a group or
documented and completed individually.
Activity
Learning points linked to an activity to complete.
Additional Resources
The following additional resources are optional viewing.
These resources strongly link with the learning material of the session and will assist
understanding and application of the learning material to practice.
Session Reflections
Important concepts are reviewed at the end of each session. These reflective
questions test understanding of the palliative approach to care in each session.
palliAGED Tips for Care Workers
Developed through Palliative Care Aged Care Evidence and CareSearch, these
Tips for Care Workers provide theory based on recent evidence and reflection
activities to stimulate thought and understanding of content.
Case Study Video
The ongoing case study throughout the entire Care Worker Toolkit describes the
palliative care journey of Benjamin Daily. The case study supports students to
understand theoretical content through the process of storytelling and scenarios that
may be encountered in the workplace.
Glossary
Within each of the topic’s, words italicised, or in bold can be found at the end
of each topic (on the PCC4U learning management system) or at the end of
this Implementation Guide in a glossary. The glossary explains definitions and
pronunciation of words used in the palliative care environment.
Simulation
Two further narrative case studies are provided for students to role play practical
skills and complete pain and symptom assessment.
Records of Participation
After completing the topic, the user can download and complete a record of
participation. It is the responsibility of the individual user to maintain a record of
evidence to support the hours of learning claimed. The PDF writable document can
be found on the home page of each topic. The PDF will need to be downloaded and
saved on your computer or mobile device and opened with Adobe Reader.
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Unit

Mapping
Module content has been mapped to CHCPAL001 – Deliver care services
using a palliative approach (release 2).
Element 1:

Apply principals and aims of a palliative approach when supporting
individuals

PC1.1

Recognise the holistic needs of the person extending over time, not just
end-of-life

1.2

PC1.2

Support the person, carers and family to express needs and preferences and
report information to supervisor

1.2

2.1

1.3

2.2

T1

T2

T3

T4

T5

T3

T4

T5

T3

T4

T5

PC1.3

Communicate with the person, carers and family in relation to the person’s
quality of life, pain and comfort and report information to supervisor

PC1.4

Respect the family and carers as an integral part of the care team and ensure
that they have the information and support needed.

1.3

Element 2:

Respect the person’s preferences for quality of life choices

T1

PC2.1

Create a supportive environment that encourages the person, carers, family
members and / or significant others to share information regarding changing
needs and preferences

2.3

PC2.2

Use a non-judgemental approach to ensure the person’s lifestyle, social,
spiritual and cultural choices and needs are supported and documented in
care plan

2.2

PC2.3

Encourage the person, carer, family and / or significant others to freely
discuss spiritual and cultural issues in an open and safe environment within
scope of role

2.2

PC2.4

Identify needs and issues outside the scope of your role and refer to
supervising colleague

PC2.5

Communicate with individuals, families, carers and / or significant others in a
manner that shows empathy and provides emotional support.

Element 3:

Follow the person’s advance care directives in the care plan

PC3.1

Interpret and follow advance care directives in the care plan in line with own
work role and organisation, legal and ethical requirements

3.1

PC3.2

Comply with end-of-life decisions as documented in the care plan and in
keeping with legal requirements

3.1

PC3.3

Report the person’s changing needs and issues, in relation to end-of-life, to
the appropriate team member for documentation in the care plan

3.2

PC3.4

Monitor the impact of the person’s end-of-life needs, issues and decisions
on families, carers and / or significant others and refer to appropriate
member of the care team in line with organisation protocols to ensure they
are supported

4.5

PC3.5

Deliver services in a manner that supports the right of individuals to choose
the location of their end-of-life care.

4.3
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2.3

T2

1.3
2.3

T1

T2

5.1
4.3

5.1

Element 4:

Respond to signs of pain and other symptoms

T1

T2

T3

PC4.1

Observe and document the person’s pain and other symptoms in line with
care plan directives and promptly report to appropriate member of the care
team

3.2

PC4.2

Implement strategies to manage pain and promote comfort in line with care
plan and role

3.3

PC4.3

Regularly evaluate and document effectiveness of implemented strategies

3.2

T4

T5

T4

T5

3.3
PC4.4

Refer to appropriate member of staff any misconceptions in the workplace
surrounding the use of pain-relieving medication.

Element 5:

Follow end-of-life care strategies

PC5.1

Regularly check for any changes on care plan that indicate decisions made
by the person have been reviewed

4.3

PC5.2

Provide a supportive environment to the individual, families, carers and / or
significant others involved in their care at end-of-life

4.1

Respect and support the person’s preferences and culture when providing
end-of-life care according to care plan and role

4.1

Maintain dignity of the person when providing planned end-of-life care and
care immediately following death

4.3

PC5.5

Recognise any signs of the person’s imminent death or deterioration
and report to appropriate member of care team in line with organisation
requirements

4.2

PC5.6

Provide emotional support to other individuals, carers, families and / or
significant others when a death has occurred in line with role.

4.5

Element 6:

Manage own emotional responses and ethical issues

PC6.1

Follow organisation policies and procedures in relation to managing own
emotional responses and ethical issues

5.1

PC6.2

Identify and reflect upon own emotional responses to death and dying
and raise and discuss any issues or reactions with supervisor or other
appropriate person

5.2

PC6.3

Raise any ethical issues or concerns with supervisor or other appropriate
person

5.1

PC6.4

Identify and action self-care strategies to address the potential impact of
personal responses on self

5.2

PC6.5

Access bereavement care and support of other team members as needed

5.2

PC5.3
PC5.4

3.3

T1

T2

T3

4.3
4.3
4.4

T1

T2

T3

T4

T5
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Knowledge Evidence

T1

KE1

Philosophy, principles, benefits and scope of palliative care

1.1

KE2

The needs of people dealing with a life-threatening or life-limiting illness and
the emotional impact of diagnosis

1.2

KE3

Cultural, religious and spiritual differences in relation to death and dying

T2

T3

T4

T5

2.1
2.2

4.3
4.4

KE4

The stages of grief and personal strategies for managing reactions to grief

KE5

Advance care directives and end-of-life care strategies

3.1

KE6

Pain relief and comfort promotion

3.3

KE7

Nutritional and hydration requirements during a palliative approach

3.2

KE8

Legal and ethical considerations for working in palliative care, including:

5.1

KE8A

Dignity of risk

5.1

KE8B

Duty of care

5.1

KE8C

Human rights

KE8D

Privacy, confidentiality and disclosure

KE8E

Work role boundaries responsibilities and limitations

1.3

KE9

Relevant policies, protocols and practices of the organisation in relation to the
provision of both a palliative approach and palliative care

1.3

KE10

Responsibilities to self and colleagues

1.3

KE11

Various signs of imminent death and / or deterioration

KE12

Communication strategies to build trust, show empathy, demonstrate support
and empowers the person, family, carers and / or significant others
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4.5

2.2

5.1
5.1

5.2
4.2
2.3

Topic 1

The principles and aims of palliative care

Overview
This topic will help you to develop the knowledge and skills needed to provide quality care to people
affected by life-limiting illness including families and carers. You will explore the philosophy, principles and
benefits of palliative care within your role description for the specific needs and support requirements of the
person, their family and carers. The needs that arise in the care of people affected by life-limiting illnesses
are often complex and, because no-one person can provide all the services required, a team approach is
necessary. The role of the multidisciplinary team including the family and carers as an integral part of the
team will be explored.
Aim: Develop an understanding of palliative care as a holistic process and understand who is involved
in providing palliative care.
In this topic students will learn to:


Describe the philosophy and principles of palliative care



Recognise the holistic needs of the person extending over time, not just at end of life







Support the person, carers and family to express needs and preferences and report information
to your supervisor
Respect the family and carers as an integral part of the care team and ensure that they have
the information and support needed
Identify needs and issues outside the scope of your role and refer to a supervisor.
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Topic 1

The principles and aims of palliative care
Develop an understanding of palliative care as a holistic process and understand who is involved in providing palliative care.
In this topic students will learn to:


Describe the philosophy and principles of palliative care



Recognise the holistic needs of the person extending over time, not just at end of life



Support the person, carers and family to express needs and preferences and report information to your supervisor



Respect the family and carers as an integral part of the care team and ensure that they have the information and support
needed



Identify needs and issues outside the scope of your role and refer to a supervisor.

SESSION

AIM

LEARNING OUTCOME

1.1 The philosophy
and principles of
palliative care

Develop an
understanding of the
philosophy and principles
of palliative care.

 Describe the philosophy, principles, benefits,
and scope of palliative care

CASE STUDY

 List the people who could benefit from
palliative care
 Discuss where palliative care takes place.

1.2 Needs in
palliative care

1.3 The palliative
care team

Develop an
understanding of the
needs of people affected
by life-limiting illness and
strategies for supporting
them.
To develop an
understanding of who
provides palliative care –
and the role of yourself
and the family within the
team.

 Describe the common needs of people affected
by a life-limiting illness
 Describe support strategies for the person,
family, and carers to express their needs and
preferences.
 Identify the members of the palliative care team
 Discuss the role of family and carers in the care
team
 Describe your role within the palliative care
team
 Explain how to provide information and support
to families and carers.

Scene 1: 4 min 4 secs
Ben and Jan are visited by James,
a Community Support Worker.

Scene 2: 4 min 13 secs
Ben reflects on the people that have
supported him through his cancer
diagnosis.
Scene 3: 0 min 51 secs
Ben reflects on how his family has
supported him through his ill-health.
Scene 3a: 1 min 25 secs
Jan reflects on how she supports
Ben.
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Topic 1

CHCPAL001 mapping
Elements and Performance Criteria addressed in Topic 1:
Element 1:

Apply principals and aims of a palliative approach when supporting
individuals

PC1.1

Recognise the holistic needs of the person extending over time, not just
end-of-life

1.2

PC1.2

Support the person, carers and family to express needs and preferences
and report information to supervisor

1.2

PC1.4

Respect the family and carers as an integral part of the care team and ensure
that they have the information and support needed.

1.3

Element 2:

Respect the person’s preferences for quality of life choices

T1

PC2.4

Identify needs and issues outside the scope of your role and refer to
supervising colleague

1.3

T1

1.3

Knowledge Evidence addressed in Topic 1:
Knowledge Evidence

T1

KE1

Philosophy, principles, benefits and scope of palliative care

1.1

KE2

The needs of people dealing with a life-threatening or life-limiting illness
and the emotional impact of diagnosis

1.2

KE8E

Work role boundaries responsibilities and limitations

1.3

KE9

Relevant policies, protocols and practices of the organisation in relation
to the provision of both a palliative approach and palliative care

1.3

KE10

Responsibilities to self and colleagues

1.3

PCC4U Care Worker Toolkit – Implementation Guide (April 2020) 19

20 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Topic 1 Session 1

1.1 The philosophy and principles of palliative care
An introduction to the philosophy, principles, benefits and scope of palliative care.

Aim: Develop an understanding of the philosophy and principles of palliative care.
At the end of this session you should be able to:


Describe the philosophy, principles, benefits and scope of palliative care



List the people who could benefit from palliative care



Discuss where palliative care takes place.

What is palliative care?
Thinking Points
What do you think of when you hear the
term ‘palliative care’?
Brainstorm possible responses and write
them down or discuss them as a group.

Definitions
There are several palliative care definitions,
however the two most commonly used
definitions are from the World Health
Organization (WHO) and Palliative Care
Australia (PCA).
World Health Organization [1]
‘Palliative care is an approach that improves
the quality of life of patients (sic) and
their families facing problems associated
with life-threatening illness, through the
prevention and relief of suffering by means
of early identification and impeccable
assessment and treatment of pain and
other problems, physical, psychological and
spiritual.’

Palliative Care Australia [2]
‘Palliative care is person and family-centred
care provided for a person with an active,
progressive, advanced disease (sic), 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 helps people live their lives as
fully and as comfortably as possible when living
with a life-limiting or terminal illness.

Philosophy and principles
of palliative care
Within these definitions there are some
important concepts to explore.
Review each of the following questions
to reflect on your understanding of the
definitions.
What is person-centred and family-centred
care?
Person and family-centred care places the
person and their family at the centre of
healthcare. [3] They are listened to, informed,
respected, and involved in their care — and
their wishes are honoured during their
healthcare journey. [3, 4]
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Person-centred care strengthens the
relationship between the person, their family
and carers and healthcare professionals by
encouraging communication about things that
matter so that the person knows more about
their health and is able to be involved
in decisions about their care. [4, 5]
In order to be person and family-centred,
palliative care should be strongly responsive
to the needs, preferences and values of people,
their families and carers. [6]
What is an active, progressive advanced
disease?
An active, progressive, advanced disease
is known as a life-limiting illness. The term
life-limiting illness is used to describe a wide
range of progressive and advanced conditions
where it is expected that death will occur
including: [2, 6–10]


Cancer



Heart disease



Chronic Obstructive Pulmonary
Disease (COPD)



Dementia



Heart failure



Neurodegenerative disease (for
example Motor Neurone Disease
and Muscular Dystrophy)



Chronic liver disease



Chronic kidney disease



Degenerative illnesses or significant
deterioration related to ageing.

Palliative care should be available to all people
living with an active, progressive, advanced
illness, regardless of their diagnosis. [6]
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How would an illness with little or no prospect
of a cure impact on the type of care that a
person needs?
Curative care involves treatment in an effort
to: [11]


Identify and actively treat the source
of the illness



Extend the person’s overall length
of life



Overcome a diagnosed illness



Promote recovery.

Curative care and palliative care have a very
different goals – although the two can be
provided at the same time. [12]
Palliative care aims to comfort, not cure. It
focuses on living well with deteriorating health,
rather than on curing the illness alone. [1, 7, 13]
Although it works in conjunction with other
therapies that are intended to prolong life, it’s
primary aim is to ensure that people have the
best quality of life while they are alive, [2, 6, 8, 9,
14]
and that they can live as actively as possibly
until death, [1] while also supporting families,
friends and carers in approaching death and
grief. [1, 7, 13] All care is centred on this approach
and any treatment must first be thought about
in terms of how it will improve the person’s
comfort and quality of life. [15]

What is quality of life?
Understanding what quality of life means
for the person with a life-limiting illness
can be complicated. [16] This is because
quality of life: [17]


Includes how different aspects of a
person’s life (physical, emotional, social,
and spiritual) interact, and each can
have a different level of importance to
the person



Can be defined and experienced by
each person in unique ways



The person’s views and priorities can
change over time which can affect how
they view their quality of life.

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Palliative Care and
complete the reflections. [20]

Educator Note
Students can go to the palliAGED website
and download/print the entire suite
of palliAGED Tips for Care Workers.
Students can complete the reflections
and keep as a portfolio of evidence
of completion.

In order to understand what quality of life
means for each person consider their unique
needs and how to help them to live life as fully
and comfortably as possible. [1, 9, 18]

Video Resource
Watch this video asking Australians
‘What matters most to you?’ [19]
What matters most? Alice Springs, NT.
Palliative Care Australia. 2 min 1 sec

Activity
After watching the video, document three
things that you believe bring quality
to your life.
What would it mean to you if you were
no longer able to achieve these things?
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Palliative care
Palliative care responds to the holistic
needs, experiences, preferences and care
requirements of people with life-limiting
illnesses or who are in the final stages of
their life. The focus of this type of care is on
managing symptoms and providing comfort
and assistance. This includes help with
emotional and mental health, spiritual and
social needs. [1, 2, 6, 18, 21]
Palliative care was developed in the 1960’s
when it was recognised that the care provided
to people affected by life-limiting illnesses
needed to be improved. [22, 23]
Palliative Care: [1]


Provides relief from pain and other
distressing symptoms by managing
symptoms and treating the person’s
needs



Supports life and views dying
as a normal process
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Does not intend to either speed
up or slow down death



Views the person’s needs by looking
at psychological and spiritual aspects
of care, as well as physical



Offers a support system to help the
person live as actively as possible until
death



Offers a support system to help the
family cope during the person’s illness
and after death



Uses a team approach to address the
needs of the person and their families,
including bereavement counselling,
if indicated



Enhances quality of life.

Quality palliative care reflects the core values and principles of: [6, 9] [24]
Dignity

Dignity is the state of feeling worthy, honoured and valued. Care workers
should try to maintain the dignity of the person, their carers and family.
Every person is unique, and their care needs will be different and can
change over time.
Dignity can be shown by respecting the persons privacy, valuing their
opinions and encouraging autonomy.

Empowerment

Empowering a person gives them the power to make their own choices.
Work with the strengths and limitations of the person and their carers and
family to empower them to manage their own situation.
Empowerment can be shown by providing information to people so they
can make their own informed decisions about their care.

Compassion

Compassion is being able to feel for another’s suffering and wanting to help.
Act with compassion towards the person and their carer / family.
Compassion can be shown by actively listening and allowing the person
to discuss how they feel without feeling judged.

Equity

Equity in healthcare means everyone having access to the same levels
of care. Some people may require more help to reach the same level of care
as others. Treatment options should be available to everyone with a lifelimiting disease.
Equity can be shown by providing information to people regarding their
choices for care or being able to refer people on to healthcare professionals
that can provide more information / care.

Respect

Respect ensures thought for the person and that they are held in high
regard. Demonstrate respect for the person, their carer and family by
providing a safe environment where all people affected by life-limiting
illness can live and die with equity, respect and dignity.
Respect can be shown by listening non-judgementally and honouring
the wisdom and knowledge of the person.

Advocacy

Advocacy is the act of supporting a person, action or belief. You may
advocate for a person and support their wishes by speaking up for them
when the person may be unable to speak for themselves.
Advocacy can occur through excellent communication, ensuring you
understand someone’s wishes (through advance care planning) and
supporting their wishes when the person may not be able to.

Excellence

Care workers should try, at all times, to provide high standards of care
and support for both the person and carers / family.
Excellence can be shown through all the values being exhibited. By keeping
up to date with evidence and new practices.
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Ensuring quality palliative care
The National Palliative Care Standards [6]
outline the standards and elements of quality
care for all Australians. [6] 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 healthcare,
ensure consistency in service delivery and
provide a nationally consistent statement about
the level of care that people can expect from
health services. [25, 26] For more information
on the standards, visit the following website:
http://palliativecare.org.au/standards
There are other national standards which relate
to quality care provision for people with life
limiting illnesses.
Aged Care Quality Standards [27]
Australian Commission on Safety and Quality
in Health Care (ACSQHC) National Safety and
Quality Health Service (NSQHS) Standards
(Version 2) [28]
ACSQHC National Consensus Statement:
Essential Elements for Safe and High-Quality
End-of-Life Care [29]
ACSQHC National Consensus Statement:
Essential Elements for Safe and High-Quality
Paediatric End-of-Life Care [30]
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Thinking Points
What can you do within your role to
uphold the philosophy and principles
of palliative care?
Brainstorm possible responses and write
them down or discuss them as a group.
Within your role you can:


Understand how the life-limiting
illness has affected the person,
their family and carers



Help the person to maintain
their quality of life for as long as
possible



Help the person to keep their
dignity



Provide the person with the
information that they need to be
able to make their own informed
choices.

You will explore these concepts in
greater detail and think how to apply
the principles of palliative care when
supporting the needs of the person.

Scope of palliative care
Palliative care focuses on people affected by
life-limiting illness. These people are living
with illness – often for long periods of time
– and they are not simply dying. [6] Although
death and end-of-life care are central parts of
palliative care, living well with failing health is
the focus. [2, 6, 24] This is the approach to care
that concentrates on living and improving the
quality of life for the person, their family and
carers, throughout their illness. [6, 7, 31–33]

Benefits of palliative care?
Thinking Points
Consider the statement: Palliative care
is just for people with cancer?
How would you respond to that question?
Brainstorm possible responses and write
them down or discuss them as a group.

Video Resource
Myth #6 – Palliative care is just for people
with cancer. Palliative Care Australia.
1 min 1 secs [34]

Palliative care is provided to people, regardless
of age, who have life-limiting illnesses. Palliative
care is also relevant when caring for frail older
people and people with long-term (chronic),
noncancerous (nonmalignant) illnesses. It does
not depend on a specific diagnosis, but on
a person’s needs. [1, 2, 7, 35]
Because palliative care is based on individual
needs, the services offered will differ but may
include: [9]


Relief of pain and other symptoms
eg, vomiting, shortness of breath



Resources such as equipment needed
to aid care at home



Assistance for families to come
together to talk about sensitive issues



Links to other services such as home
help and financial support



Support for people to meet cultural
obligations



Support for emotional, social and
spiritual concerns



Counselling and grief support



Referrals to respite care services.

PCC4U Care Worker Toolkit – Implementation Guide (April 2020) 27

Types of illnesses
Activity
Consider the following case studies and select the people who are the most in need
of palliative care.
Case A
Joanne, a 45-year-old woman with breast cancer. Initial diagnosis ten
years ago. Recently diagnosed with secondary breast cancer, that has
spread to the bone and liver, she has continued to receive a range
of anticancer treatments. Joanne is experiencing weight loss, loss of
appetite and increasing pain. She is increasingly weak and tired. There
is no hope for a cure.
Case B
Mr Chen, a 69-year-old man with end-stage heart failure who is
experiencing extreme tiredness and increasing shortness of breath
after walking short distances. Mr Chen lives in a residential aged care
facility and has had three emergency hospital admissions in the past
12 months. He is concerned about what quality of life his future holds
and if he will be able to remain living in his current residence. He is
worried about when he will die – and where – and how much pain
he will be in while he is alive.
Case C
Hans, a 75-year-old man with a 100-pack year history of smoking,
recently diagnosed with Chronic Obstructive Pulmonary Disease
(COPD), osteoarthritis and early stage dementia. He is living alone, but
his family are becoming increasingly concerned for his safety. Hans is
very forgetful, and his mobility is poor. He has a high risk of falling. His
breathing issues are poorly controlled, and his symptoms are worsening,
along with his pain despite aggressive pain management.
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Case D
Petra is a 66-year-old retired teacher with diabetes and kidney failure.
She recently developed heart failure and was admitted to hospital
after a seizure. During her admission she requested no further hospital
admissions and expressed a wish not to be resuscitated. Her husband
is concerned about her health and future prognosis.
Case E
Devlan is an eight-month-old baby boy. At birth he was diagnosed with
a rare disorder, which doctors stated would eventually be fatal. He has
recently been diagnosed with multi-organ failure. His parents have
insisted that he receive all available treatments – including ventilation
on a machine if he stops breathing.
Case F
Vika is an 82-year-old proud Yugara woman who has been in good
health for most of her life. She has been displaying signs of increasing
confusion and sleeping / staying in bed for longer periods. She often
feels weak and has been eating less and less. She has recently told her
family that she would like to return to Country before she is too weak
to make the journey.
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Each of these case studies would benefit from palliative care:
Case A:
Joanne would benefit from palliative care as she has been diagnosed with
a life-limiting illness

Case B:
Mr Chen would benefit from palliative care as he has a chronic (long-term) health
issue that is progressive and life-limiting

Case C:
Hans would benefit from palliative care as he has a chronic (long-term) health
issue that is progressive and life-limiting

Case D:
Petra would benefit from palliative care as she has a chronic (long-term) health
issue that is progressive and life-limiting and has also expressed a desire to
discuss advance care planning as she is aware of the life-limiting nature of her
illness

Case E:
Devlan would benefit from palliative care and potential end-of-life care as he
is acutely unwell with multi-organ failure with no hope of recovery. His family
also require palliative care education to ensure they fully understand their son’s
prognosis and care plan
Case F:
Vika potentially has an undiagnosed palliative, life-limiting illness. Discussions
with Vika and her family need to occur to assist in a diagnosis and prognosis and
ensure Vika is supported in her decisions with the appropriate support network.
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When is palliative care
applicable?
Thinking Points
When is palliative care applicable?
Is it only available in the last few days
of life?

Making the decision to shift to a palliative
approach can be stressful for the person,
their family and carers. You can help with this
process by reassuring them about the role of
palliative care – improving the person’s quality
of life and reducing suffering. Recognising the
change in the type of care required gives you
an opportunity to provide tailored support that
assists the person with their needs. [6, 10, 37]

Brainstorm possible responses and write
them down or discuss them as a group.

Activity
Does palliative care hasten death?

 False
 True 

Video Resource
Myth #2 - Palliative Care is only available
in your last few days. Palliative Care
Australia. 1 min 40 secs [36]

‘Palliative care should occur in the early
stages of life-limiting illness in combination
with other therapies that are intended
to prolong life, such as chemotherapy or
radiation therapy’ [1]
While identifying the exact moment that a
person requires palliative care can be difficult,
it is important that it is introduced early if
people are to be supported to have optimal
quality of life.
Consider the question:
‘Would I be surprised if this person died
in the near future?’
If the answer is no, then a palliative approach
is most likely indicated.

Video Resource
Review the video to bust some myths
about palliative care.
Myth #3 – Palliative Care hastens death.
Palliative Care Australia. 1 min 11 secs [38]

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:


Living well with deteriorating health [7]



Ensuring that they have the best
quality of life while they are
alive. [2, 6, 8, 9, 14]

End-of-life care is a part of palliative care
and refers to the last few days of life. [2, 6]
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Where palliative care
is provided
Activity
How would you respond to the statement,
palliative care can only be provided
in a hospital?
Brainstorm possible responses and write
them down or discuss them as a group.

Video Resource
Myth #4 – You can only receive palliative
care in a hospital. Palliative Care Australia.
1 min 2 secs [39]

Activity
Where is palliative care provided?
Brainstorm possible responses and write
them down or discuss them as a group.

Palliative care can be provided anywhere
healthcare is accessible. When possible, it
should be provided where the person chooses
and is the easiest for them. Ideally, they should
be able to move easily from one location to
another as needed. [2]
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The two main areas where palliative care
is provided are: [6]
Community-based support


People’s homes



Residential Aged Care Facilities (RACF)



Accommodation for people
experiencing mental illness



Accommodation for people living
with a disability



Prisons



General Practice clinics



Community palliative care clinics
and day centres.

Hospital-based support


Inpatient palliative care units (hospice)



Other inpatient beds (such as short,
or long-stay beds)



Outpatient services, specialist rooms
and other walk-in clinics



Intensive care units



Emergency departments.

Place of care is decided by the extent and type
of a person’s illness and associated needs, the
suitability of their home, the support available
from family and friends, and the resources
available through the health system. [21]

Summary
Palliative care is person and family-centred
care provided for a person with an active,
progressive, advanced illness, who has little or
no prospect of cure and who is expected to die,
and for whom the main goal is to maintain their
quality of life. [1]
Palliative care aims to comfort, not cure.
It focuses on living well with failing health,
rather than on curing the illness. [1, 7, 13] Although
it can be provided in combination with other
therapies that are intended to prolong life, it’s
aim is to make sure that people have the best
quality of life while they are alive, [2, 6, 8, 9, 14] and
that they can live as actively as possibly until
death. [1]

Additional Resource
Video Resource
This video, from Palliative Care
Queensland and hosted by Andrew
Lofthouse provides detailed information
on palliative care. This video covers much
of the content of this module and will
assist with aiding an understanding of this
module.
Understanding Palliative Care Video.
Palliative Care Queensland.
31 min 22 secs [40]
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Topic 1 Session 1
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. What is palliative care?
Tip: Who are the most important people involved in palliative care?
‘Palliative care is person and family-centred care provided for a person with an active, progressive,
advanced disease (sic), 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.’ [2]
2. How does palliative care differ from curative care?
Tip: Think about the purpose of palliative care and how this differs from conventional care.
Curative care involves treatment in an effort to: [11]
 Identify and actively treat the source of the illness
 Extend the person’s overall length of life
 Overcome a diagnosed illness
 Promote recovery.
Curative care and palliative care have a very different scope – although the two can be provided
at the same time. [12]
Palliative care aims to comfort, not cure. It focuses on living well with deteriorating health, rather than
on curing the illness alone. [1, 7, 13]
3. How can palliative care benefit someone with a life-limiting illness?
Tip: Think about the aims of palliative care.
Palliative care aims to comfort, not cure. It focuses on living well with deteriorating health, rather
than on curing the illness alone. [1, 7, 13] Although it works in conjunction with other therapies that are
intended to prolong life, it’s primary aim is to ensure that people have the best quality of life while they
are alive, [2, 6, 8, 9, 14] and that they can live as actively as possibly until death, [1] while also supporting
families, friends and carers in approaching death and grief. [1, 7, 13] All care is centred on this approach
and any treatment must first be thought about in terms of how it will improve the person’s comfort
and quality of life. [15]
4. Describe the philosophy of palliative care
Tip: Think about why palliative care is needed?
Palliative Care: [1]
 Provides relief from pain and other distressing symptoms by preventing and treating
the person’s needs
 Supports life and views dying as a normal process
 Does not intend to either speed up or slow down death
 Views the person’s needs by looking at psychological and spiritual aspects of care
 Offers a support system to help the person live as actively as possible until death
 Offers a support system to help the family cope during the person’s illness and after death
 Uses a team approach to address the needs of the person and their families, including
bereavement counselling, if indicated
 Enhances quality of life.
5. List the principles and benefits of palliative care.
Dignity, Empowerment, Compassion, Equity, Respect, Advocacy and Excellence.
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1.2 Needs in palliative care

An introduction to the recognition and identification of needs in palliative care.

Aim: Develop an understanding of the needs of people affected by life-limiting illness
and strategies for supporting them
At the end of this session you should be able to:


Describe the common needs of people affected by a life-limiting illness



Describe support strategies for the person, family and carers to express their needs
and preferences.

Recognising needs
People with a life-limiting illness may
experience changes in their: [1–3]


Ability to participate in activities
of daily living



Quality of life



Ability to communicate



Psychosocial wellbeing.

Activity
What may cause suffering in a person
with a life-limiting illness?
Brainstorm possible responses and write
them down or discuss them as a group.
Before we answer that question, consider
Benjamin.

Quality palliative care recognises the rights of
all people to have control over their lives by
helping in choices about their care and the way
that they live. [4] The focus of this type of care is
on reducing suffering, managing symptoms and
providing comfort and assistance. [4, 5]
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Case Study: Scene 1
Watch the following video: Ben and Jan are visited by James, a Community Support Worker
(4 min 4 secs)
Benjamin will be used throughout the course to highlight information.
He has lung cancer and diabetes, which he is currently managing at home.
He is a retiree, living with his wife, in his own home. Due to his diagnosis he commences
the story within his home, which is where this video will take place. Later he moves to a
residential aged care home as his illness progresses. At this stage his illness is manageable
at home, but he is deteriorating and exhibiting a range of symptoms that he can no longer
manage by himself. Benjamin and his wife Jan are self-funded retirees who live in their own
home in Brisbane. He was diagnosed with Type 2 diabetes ten years ago, which is controlled
with diet.
Benjamin has had breathing issues for many years treated by his General Practitioner (GP). Six
months ago, Benjamin started to have a cough that didn’t go away. He dismissed it as a cold
and didn’t see his GP immediately. After a few weeks of his cough steadily getting worse, he
started to experience chest pain that accompanied his cough this often became worse with
deep breathing or movement. He was also often short of breath. His wife urged him
to see a doctor.
Benjamin was diagnosed with lung cancer. He was treated with surgery and radiotherapy.
Benjamin is visited by James, a Community Support Worker. James has been visiting to assist
Ben with his activities of daily living such as showering due to his breathing issues and chest
pain since his recent cancer diagnosis and surgical procedure.
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Transcript
Jan: Would you like a cup of tea?
James: Yes, thank you.
Jan: Ben?
Benjamin: No, not for me.
She looks at him with concern before walking off.
James: Ben, how have you been feeling over the last
few days?
Benjamin: Not good really, I was better a few days ago,
but today, just not right.
James: That doesn’t sound good, can you tell me a bit
more about what’s been going on?
Benjamin: Well it’s these damn lungs of mine really.
They just don’t work properly do they? I mean, I just
can’t seem to breathe properly. Everything upsets them.
I can’t move around the house without huffing and
puffing like some sort of steam train. I’ll just get up to go
to the toilet and next minute I’m wheezing and coughing
like I’ve been running a marathon.
James: So, when you sit back down again, how long does
it take you to catch your breath
Benjamin: Probably fifteen, twenty minutes? I try
and tell myself to breath in and out slowly; one of the
physios told me to do that. But the pain, you know?
It makes it hard to breathe – find myself rushing and
taking quick breaths so that it doesn’t hurt so much.
It’s been getting worse too – don’t reckon there’s ever
a time that it’s not there. Especially if I’ve been doing
something. Partly my own fault, sometimes I try to do
too much. Starts off okay, then it catches up with me.
It’s pretty scary you know, when you can’t catch a
breath? I don’t want the Mrs to see that it scares me,
she’s going through enough worry and stress herself.
I worry about how she is coping
James: It’s going to be important to pace yourself and so
we’ll need to look at some ways in which you can slow
your breathing and save your energy. Is there anything
that makes you feel better or worse?

Benjamin: Nah, not much. I’m mostly better sitting down
doing nothing, but I find it very hard to do that. I’ve
always been an active bloke. I lived my life outdoors –
doing stuff, you know? That was my life. Now I’m just
stuck in here in this damned chair. I’m used to being
the one that does the hard manual work; fixes stuff and
carrying things for my Jan. It’s like I can’t do anything
or see anyone anymore! I mean, I used to go to church,
regularly you know – helped out with organising things
and ushering people to their seats. Loved to have a good
chat. Now, talking hurts. Everything hurts. And it starts
to play on your mind a bit. Like, you know, you’ve given
up on your faith or something. And I haven’t you know
– no-one can say that I have. But I just miss it you know,
the social side too. But I’m just too worn out and in too
much pain to go and that makes me feel like I’m letting
everyone down – especially Jan. She feels isolated too,
like we’re cut off from everyone we once knew.
James: That sounds hard? You said you were tired?
Benjamin: Yeah, I’m always 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 know the pain in my chest
keeps me up at night – and stops me sleeping during the
day too. It just feels like there’s nothing I can do. I’m a
man of action. Sitting around doing nothing, it’s driving
me mad.
James: That sounds pretty rough. It’s fairly common
for people with lung cancer to have feelings of
overwhelming tiredness. I’ll let my supervisor know that
you’re experiencing this tiredness.
How’s your appetite going?
Benjamin: Pretty poor, really. I reckon I drive poor Jan
nuts. She tries to help me out, tries to give me the things
I like – but I’m just not that interested in food anymore.
I just feel sick – you know, nauseous all the time? You
know we catered for the church picnic once – big do too.
Jan made everything – and trust me I ate it too. Used to
love my food. 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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Activity
What needs did Benjamin identify within
the video?
Brainstorm possible responses and write
them down or discuss them as a group.

Physical


Difficulties breathing



Nausea



Chest pain



Fatigue.

Emotional


Loneliness



Frustration



Depression



Anxious



Scared.

Social


Isolated from friends and community



Feels like he is letting Jan down



Worried how Jan may be coping.

Spiritual


Unable to attend church



Misses the fellowship.

Cultural


Outdoors person and feels confined



Loss of status within the family.

Benjamin’s needs include more than physical
needs alone and include needs across a number
of areas, including emotional, social, spiritual
and cultural.
Supporting quality of life involves taking
care of concerns beyond physical symptoms
and measurements (such as pulse rate and
blood pressure). [6] Palliative care treats the
whole person, rather than just the symptoms
of illness, to identify personal goals and
preferences for care. [5–10] It offers a support
system to help people live as actively as
possible until death. [6, 9]
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Holistic care
Supporting the whole person is called holistic
care. [11] In holistic care, all aspects of the person
are considered in their care plan. The person’s
thoughts, emotions, cultures, opinions, and
attitudes are factored into their care, happiness,
and satisfaction. [12]
Holistic care provides an in-depth
understanding of the person and their various
needs for care and support by respecting
human dignity. The relationship between care
workers and the person is based on respect,
openness, equality, and provides opportunities
for the person to discuss their healthcare
wishes. [12–14]
Holistic care ensures the person can make
decisions about their care to be happier with
treatment and goals of care. [13] It can also result
in a better understanding of the effects of
illness on the person and their true needs. [11, 15]
Respecting the person, their family and carer’s
roles in the treatment process is another aspect
of holistic care which leads to therapeutic
communication, hope and dignity. [12] As a
care worker it is your responsibility to adopt
a person-centred approach that focusses on
identifying and supporting all of the person’s
needs.
Review each of the elements to learn more
about holistic needs. [2, 7, 8, 16, 17]
Physical needs:


Physical symptoms such as pain,
weakness, fatigue and shortness
of breath



Mobility and activity and whether
mobility aids are required



Vision and hearing and whether
supportive aids are required



Digestive issues including appetite,
dietary requirements and bowel
movements



Independence versus dependence.

Psychological and cognitive needs


Psychological and emotional symptoms



The ability of the person’s brain to
function



Cognitive issues including memory loss,
confusion and communication issues



Emotional symptoms including:


Depression



Sadness



Anger



Melancholy (feeling down and sad)



Anxiety



Stress



Fear



Spiritual needs


Spiritual concerns and needs, including
the need to be linked to spiritual ideals
or groups that the person identifies
with



The need to attend church or other
organisations



Concerns about one’s existence and
the meaning of life including hope,
loss of meaning and uncertainty.

Cultural needs


Unique cultural and personal
experiences



Inclusion / exclusion from a culture
or sub-culture

Distress



Sense of belonging and acceptance



Despair





Disbelief



Guilt

The individuals cultural understanding
of ‘health’ and ‘wellness’ and what that
personally means to them and potential
implications for their care plan.



Grief



Loneliness



Social Withdrawal



Fear



Loss of pride.

Information about treatment, diagnosis
or prognosis.
Social needs


The ability of the person to be around
and get along with others



Isolation, cultural and communication
barriers



The need for social support



Needs related to language and
information disclosure preferences



Financial concerns including loss
of income and healthcare costs



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

Understanding the relationship between
physical, social, psychological, cultural and
spiritual needs will assist you with developing
supports and daily activities around these
needs. [12]

Video Resource
The following video helps to summarise
the relationship between spirituality and
providing valuable holistic care. [18]
As you watch the video, consider how you
could be more proactive in your caring
approach.
Introduction to Spiritual Care in
Aged Care & the National Guidelines.
Meaningful Ageing Australia.
1 min 51 secs
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Activity
Will Benjamin’s needs change throughout
his illness?

 True  False

Benjamin’s needs will change as his illness
changes. While each person with a lifelimiting illness experiences their illness
differently, it is sometimes possible to
identify patterns of change in their health
and care needs. [19, 20] Different life-limiting
illnesses are associated with different
illness patterns. Referred to as illness
trajectories, they highlight what will
usually happen over the course
of an illness. [16, 19–21]
For some people the time from
diagnosis to death is very short. This can
occasionally be a matter of weeks. For
others, symptoms will slowly become
worse over months, even years. [16, 19–21]
Understanding the likely patterns of
change for an illness can help you to
understand the needs that a person may
experience during their illness – and helps
you to plan interventions and provide
support and information appropriate to
each person and their family and carers
that is relevant to their current and unique
situation. [19, 20]
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Illness trajectories
Three typical illness trajectories have been
described for people with progressive chronic
illness: [21–24]
Cancer trajectory – a short period of rapid
decline

High

Function

Path and progress
of life-limiting Illness

Low
Time

Death



Reasonably predictable decline in
physical health over a period of weeks,
months or, in some cases, years. [19, 20, 25]



Body function declines rapidly and
shows no sign of recovery [19, 20, 26]



Relatively short period between
the onset of decline and death as
represented by the sudden drop at the
end of the graph [19, 20, 26]



Social and psychological decline mirror
physical decline [20, 27]



Spiritual distress fluctuates depending
on the persons ability to cope [20, 27]

High

High

Function

The frail elderly / dementia trajectory –
prolonged decline

Function

Organ failure trajectory – long-term (chronic)
illness with intermittent (acute) episodes of
severe illness

Low

Low
Time









With conditions such as heart failure,
people are usually ill for many months
or years with occasional acute, often
severe, episodes [17, 20, 25]
Body function slowly declines with
sudden decline, but there is some
recovery after each episode [26]
Longer time period between onset
of illness and death, with a gradual
deterioration in functional status and
health after each episode [17, 20, 25]
During the increasingly frequent
epidsodes the person and their
family / carers may be anxious, need
information and have social concerns
[19, 20]



Death

Time

Death



General frailty due to issues such as
Alzheimer’s Disease [19, 20]



Functional status is low with further
decline progressing slowly over time [17,
20, 25, 26]



Physical decline often occurs over a
long period of time and the person can
lose weight and functional capacity
gradually [19, 20, 25, 26]



Psychological and spiritual wellbeing
often fall in response to changes
in social circumstances or an acute
physical illness [17, 20]



A decrease in social, psychological, or
spiritual wellbeing can lead to physical
decline or death. [19, 20]

Spiritual distress fluctuates and
declines with each episode [19, 20]
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People diagnosed with life-limiting illnesses
often have questions about what is likely to
happen to them over the course of their illness.
This kind of question needs a clear and honest
response. Understanding illness trajectories
can help you to understand possible responses.
These conversations should always be referred
to your supervisor.
What is important to know is that the person’s
condition will deteriorate over time, often
along a fairly predictable trajectory or pathway.
As their condition deteriorates, the needs of
the person, their family and carers will also
change. For instance, a person diagnosed with
a life-limiting illness will generally have different
needs to a person in the last days or hours of
life. These changing needs will cross all aspects
of their life and include more than their physical
needs alone.

Supporting the person
to express needs
Goals of care
Regardless of the person’s age and current
condition, each person’s unique needs and
preferences must be assessed, planned and
implemented. This will involve communicating
with the person, their close family and carers
and any other relevant stakeholders.
Once needs and preferences are correctly
identified a palliative care plan can be
developed and implemented. Specialist referrals
to other members of the multidisciplinary care
team can then be made.
You must ensure that the changing needs
of the person, their family and carers are met
within your authority level by following the
instructions in their care plan.

Understanding what symptoms form a likely
part of the person’s illness, when they might
occur and their possible effects, can assist with
symptom treatment and can help the person
to express their needs and preferences. [16, 19–24]

Activity
What is a care plan?
Brainstorm possible responses and write
them down or discuss them as a group.

Video Resource
Review the videos from the End of
Life Directions for Aged Care (ELDAC)
from the Toolkit Educational Videos to
understand more about the assessment of
needs in the palliative care context. [28, 29]
You can choose which video to watch
depending on the care environment you
are / will be working in – home care or
residential aged care.
Home Care Toolkit – Assess Palliative
Care Needs. ELDAC. 12 min 27 secs
Residential Aged Care Toolkit – Assess
Palliative Care Needs. ELDAC.
10 min 17 secs
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Care plans are written documents. They can
also be referred to as ‘support plans’ and are
developed by the care team, the person, their
family and carers that outline:


The holistic needs of the person



Treatment decisions and choices



The type of care preferred by the
person



Advance care planning decisions



Goals of care



End-of-life care decisions



Actions to help the person achieve
or maintain those goals.

A care plan outlines the person’s care needs,
the types of services they will receive to meet
those needs, who will provide the services
and when. Care plans provide a course of care
specifically for the person’s needs with a lifelimiting illness.
The care plan is a means of communicating and
organising the actions of all the people who
work with the person, their family and carers. It
enables the person to record their care wishes
and to communicate these to all members of
the team. All members of the care team must
read and understand the person’s care plan and
their role in delivering it. Your supervisor will
advise you on how the care plan relates to your
role and your specific responsibilities. As the
person’s needs are attended to, the updated
plan is discussed at the end of shift handover to
the staff attending the next shift. The care plan
should outline which observations to make, the
needs of the person, and what instructions the
person, their family or carers require.
Goal planning for patient care should be
individualised to each person based on their
level of dependence / independence. Goals
should always be as specific as possible with
a measurable unit. The goal should be an
achievable, realistic option for care that is also
set within a time frame so that the healthcare
team can identify when to evaluate if the care
planned has been achieved.

Summary
Palliative care aims to relieve suffering and
improve quality of life for the person, their
family and carers by focusing on holistic needs.
Holistic care considers the whole person
and involves taking care of concerns beyond
physical symptoms and measures (such as pulse
rate and blood pressure), including:


Physical



Emotional



Social



Spiritual



Cultural aspects of care.

Holistic care provides an in-depth
understanding of the person and their needs
for care and support by respecting human
dignity. The relationship between care workers
and the person is based on respect, relative
openness, equity and provides opportunities
for the person to discuss their wishes. [12–14]
Holistic care provision is aided through an
understanding of the progression of the
person’s illness and their illness trajectory.

Additional Resource
Video Resource
This informative video on holistic care
discusses the importance of both physical
and spiritual needs [30]
Providing Holistic Care. The Art of Dying
Well. 2 min 22 secs
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Topic 1 Session 2
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. What is holistic care?
Tip: Think about everything that is important to you and your wellbeing
Supporting the whole person is called holistic care. In holistic care, all aspects of the person are
considered in their care plan. [11] The person’s thoughts, emotions, cultures, opinions, and attitudes are
factored into their care, happiness, and satisfaction. [12]
2. What are the five areas of holistic care needs that a person in palliative care may need help
with?
Tip: Think of things other than the physical care of helping – wash, dress or help feed people.
Spiritual needs, cultural needs, physical needs, social / family needs, emotional needs.
3. Describe how you can support a person’s family and / or carers to discuss the persons needs
to develop a care plan.
Tip: Imagine you were the family member.
What support would you want?
Calm, effective communication. Allowing time to discuss details and assessing from a holistic
perspective, identifying all aspects of the care required; physical, social, emotional, spiritual and
cultural.
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1.3 The palliative care team

An introduction to the multidisciplinary palliative care team and the role of the family and carers
as core members of the team.

Aim: To develop an understanding of who provides palliative care – and the role of yourself
and the family within the team.
At the end of this session you should be able to:


Identify the members of the palliative care team



Discuss the role of family and carers in the care team



Describe your role within the palliative care team



Explain how to provide information and support to families and carers.
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Thinking Points
When you think of the term palliative
care, who do you think of?
Who is involved in providing care?
Brainstorm possible responses and write
them down or discuss them as a group.

Case Study: Scene 2
Watch the following video: Ben reflects
on the people that have supported him
through his cancer diagnosis
4 min 12 secs
Before we discuss this question further,
watch the following video and consider
your response.

Transcript
Benjamin: You know, there are a lot of
people who have helped me with this
damn lung thing – and it’s because of
them that I can keep living here, at home.
There’s nothing I want more than to be
able to live at home and to have Jan
near me.
Jan has been such a help throughout
this illness – she drives me to all of
my appointments cos I just don’t feel
comfortable enough to drive anymore.
She helps me to stay on track with my
medications and reminds me when I’m
forgetting things. You now, just all of
those little things add up. She even comes
into my appointments now – talks to the
doctors and stuff, asks questions so that
we know what’s going on. She asks things
that I wouldn’t even remember to ask.
The kids have been great too. They come
around, and help out round the house,
mowing the lawn and doing those things
that I can’t do anymore. They’ve been
to a few meetings with the doctor too
– you know making plans for the future
and going through my care plan and my
thoughts on the sort of care I want for the
future. That way everyone was there, they
know what I want. It’s been good to have
their support too.
There’s my GP. I see her quite regularly.
She helped me to navigate my way
through the system and put me in contact
with the people that I need to see. You
know, like the specialist and the physio
and people like that. She referred me to
the Palliative Care Team a while ago to
help me with my long-term breathing
issues that I’ve been having for years.
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The physio has helped with my
breathlessness, and she gave me some
activities to help me pace my movements –
don’t know how I would cope without her.
I’ve been seeing this Dietician about
what I eat. He has given me these extra
supplement drinks to build my strength and
looked at my diet to make sure I’m getting
enough of the right things to heal after my
surgery.
Dan comes around quite often. He’s a
Palliative Care Nurse. My GP referred
me to the Palliative Care Team. He comes
around regularly and checks up on me, sees
how I’m coping with doing my day-to-day
stuff at home.
Me and Jan have a phone number and I can
ring them at any time, it’s good to know
that someone’s available especially if I get
pain. It’s having bad pain that worries me,
but they’ve been so great. They have shown
me loads of ways to manage low pain with
changing how I sit and using heat packs and
stuff. They’ve also talked to me about all the
things I can do if I do get really bad pain. I
haven’t yet which is good, but it’s reassuring
to know someone is there at any time and
there’s a plan that me and Jan know and
understand.
Dan also got onto my local priest ‘cos I
was worried Father Michael was thinking
I’d given up on God and stuff. I hadn’t you
know – I just couldn’t get there. I’ve always
felt my faith was important – and when you
know that your time could be up soon it’s
important to keep your faith strong. It helps
when you’re feeling a bit down – just to
have someone to talk to and to remember
what you believe in. Father Michael often

brings some of the people from the church
with him, which is really nice.
There’s the surgeons at the hospital
too – and all their people. They removed
the tumor in my lung. It didn’t do me
much good, but they tried and that was
important.
It’s always great seeing the nurses from
the unit where I had my treatment, they
still remember my name and they have
a good chat with me and Jan and see
that we’re doing okay when I come in for
appointments with my doc.
They were excellent when I was in hospital,
they made sure I got fixed up after the
surgery, but they also made sure I was
coping okay and talked about all kinds of
things and made me realise there’s more
help out there that we could tap into if we
need it.
The nurses and the physio saw that I was
struggling a bit with my walking when I get
a bit tight in my chest, you know? They got
this Occupational Therapist to see me and
Jan. He saw how I was going at home and
asked me to do all kinds of strange stuff like
getting in and out of the bath and making
a sandwich! I guess he wanted to see if I
could do basic stuff at home... you know to
keep going with the stuff you need to do
every day? He’s a great help he arranged for
all this equipment to be fitted in the house
to help me get around; railings to help me
get off the toilet and a toilet chair near my
bed so I don’t have to walk too far to the
dunny if my breathing isn’t so good. I’ve
even got a fancy electric bed that helps me
sit up when the breathing’s a bit difficult…
you know?
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Thinking Points
Consider the different people that
Benjamin mentioned and review your
answer to the previous question:

Whilst not exhaustive, the workforce includes
healthcare team members such as: [8, 9]


Aboriginal and Torres Strait Islander
health workers and practitioners



Who provides palliative care?



Medical practitioners



After watching the video, has your
answer changed at all?



Nurses



Allied health professionals

Who was involved in supporting
Benjamin’s needs?



Care workers.



Palliative care uses a team approach to
address the needs of people and their
families, including bereavement counselling,
if indicated. [1] This approach helps people to
live as actively as possible with deteriorating
health until death by providing a support
system of family, carers and health
professionals who are all focused on the
person’s unique needs. [1–3]
The palliative care workforce includes palliative
care specialists and all other healthcare
providers in health, aged or community care
settings. These healthcare providers may be
in rural, regional or remote environments,
practicing within primary (community) or acute
(hospital) care contexts.
Many people with palliative needs are also
being cared for within inpatient settings not
traditionally associated with palliative care,
such as intensive care, emergency departments,
and special care baby, child and aged care
speciality units. [4–6]

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Talking with the Aged Care
Team and complete the reflections. [7]

52 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Family, friends, volunteers and other workers
also play a vital role in palliative care, and care
of people in the community would not be
possible without their support. [8]
All health professionals, including support
workers and care workers, should reflect the
core values underpinning palliative care by
displaying attributes and practices including:


A person-centred, holistic approach
to care



Respect for the range of personal
choices



Empathy and compassion



Comfort with being present, listening
and talking sensitively with someone
who is dying



The ability to be present with someone
who is dying



An appreciation that death is part
of the life cycle



A multidisciplinary approach to care



Ethical behaviour



Self-awareness and the ability
to respond effectively to the effects
on oneself and others of caring
for someone who is dying.

Activity

Activity
In your opinion what are the benefits
of a multidisciplinary approach to care?

Select each of the following responses that
best reflect the core values of palliative
care. (There may be more than one correct
answer).

Brainstorm possible responses and write
them down or discuss them as a group.

(Correct answers are given in blue)
I show empathy and compassion by:


Pulling up a seat and spending time
with the person when they are
upset.



Avoiding talking about emotional
issues.



Talking in a way that expresses
sensitivity and kindness.

I help support the person’s sense
of control and personal needs by:


Asking them what they need to feel
on top of things.



Leaving them alone in difficult
situations.



Talking to them about how they
have overcome difficult times
in the past.

I respect each person’s unique
circumstances, preferences and choices by:


Listening to their story.



Not passing judgement.



Telling them that as the carer, you
know best about their needs.

An effective multidisciplinary approach enables
teamwork to provide person-centred care. This
can assist with achieving care goals that are
unlikely to be achieved by health professionals
working alone. [9–17]
Benefits include: [18, 19]


Reassurance that care is being
managed by a team



Care that meets national standards



Increased satisfaction with care



Increased access to information and
support for the person.

Activity
(Correct answers are given in blue)
I provide a multidisciplinary approach
to meeting a person’s needs by:


Knowing who else is in the team
to support the person and their
family



Documenting within progress
notes to ensure good follow-on
care with the next shift



Working in a team



Contributing to team meetings



Communicating the persons
wishes to the appropriate team
member.

I provide holistic, person-centred care by:


Acknowledging that the person’s
illness may be affecting their family
life.



Providing a range of pain
management strategies which may
include medication, hot packs,
relaxation and massage.



Offering medication as the only
method of pain relief.
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The multidisciplinary team communicates
regularly (at least weekly, more often as
required by the person’s needs) to review and
evaluate the care plan. The team members
can work alone under the guidance of their
supervisor, or together with the person, their
family and carers to clarify goals of care and
develop a palliative care plan. [10, 15, 20]

The extended team
Thinking Points
Consider experiences that you have had in
working with people in healthcare or refer
to the case study video from earlier in this
session.

Team definition
‘Two or more people who interact dynamically,
interdependently, and adaptively toward a
common and valued goal, have specific roles or
functions, and have a time-limited membership’ [23]
People-centred care (also referred to as
patient-centred care) requires that people have
the education and support they need to make
decisions and participate in their own care.
‘It is organised around the health needs and
expectations of people rather than the illness
or its symptoms.’ [22]

Video Resource

Besides healthcare professionals who else
is involved in supporting the person with
a life-limiting illness?

The following video from the World
Health Organization highlights the
importance of people-centred care. [24]

What other people are members of the
team?

WHO: What is people-centred care?
World Health Organisation. 2 min 35 secs

Brainstorm possible responses and write
them down or discuss them as a group.
With this definition in mind, did you
include the person, their family and carers
in your list of team members? If you did,
congratulations!

The person, their family and carers should be
embraced and valued as contributing members
to the palliative care team. A key concept of
team structure is partnering with the person,
their family and carers. [21, 22]
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Thinking Points
Why should you include the person, their
family and carers as members of the
palliative care team?
Brainstorm possible responses and write
them down or discuss them as a group.

Partnering with the person, their family
and carers: [17, 21, 22, 25, 26]


Shows respect and values insights
and experience



Encourages people to take an active
role in their care



Encourages conversations regarding
treatment



Improves health outcomes



Boosts satisfaction with services
received



Increases knowledge and
understanding of health status and
understanding treatment and care
plans



Provides safer outcomes for the person
and their family.

The 2014 Report of the Roundtable on Consumer
Engagement in Patient Safety [27] described
people receiving care, their families and carers
as being the extra sets of eyes and ears that
should be integrated into the safety processes
of all healthcare organisations because: [27]


They know their symptoms and their
responses to treatments better than
anyone else



They are highly invested in their own
wellbeing and outcomes



The person is always present in their
own care, unless impaired by factors
beyond their control



They are the first to know or feel when
a symptom changes or they experience
treatment effects, and they can
communicate these to their care team



Their courage and resilience can inspire
and energise their care team



They often have insights into the
processes of care that healthcare
workers lack because they are focussed
solely on care provision.



When working with people with
palliative care needs you can spend
a lot of your time not only on
supporting the person, but also getting
to know family members, and them
getting to know and rely on you.

Your role can include emotional and spiritual
support, ongoing education about care and
management, support during decision-making
on end-of-life issues, as well as support after
death. [28]

Thinking Points
How can you involve the person and their
family in their care?
Brainstorm possible responses and write
them down or discuss them as a group.
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You can create an environment that embraces
the person, their family and carers by: [29–32]
Asking for preferences regarding involvement
Ask them about their preferences for
involvement in their care. Listen to and respect
their responses. The amount that different
cultural groups want to be involved in their
care can vary and it is important to listen and
understand the preferences of the person and
their family – and to practice cultural safety
at all times.
Encouraging involvement
Invite the person, their family and carers to
assist in their care, including speaking up when:


They are uncomfortable or scared



They see something unsafe



They don’t understand something.

Asking the person about their concerns
Asking about their concerns before launching
into a conversation (otherwise, they might not
listen to, or understand what is being said
to them).
These concerns may not match the concerns
that you have as a care worker and it is
important to understand that difference – and
to listen and respect the person’s concerns.
Using plain language
Use lay terms, rather than technical language.
Medical jargon like ‘renal’ or ‘mass’ may not
mean much to the average person. People
often don’t feel comfortable speaking up or
asking questions in healthcare settings, which
can further impact on the care that they
receive. The use of translators and interpreters
can also remove participation barriers in people
with English as a second language.
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Encouraging questions
Use open questioning that encourages
discussion rather than closed, one-word
answers.
Try using ‘What questions do you have?’ rather
than ‘Do you have any questions?’
Providing access to relevant information
If you’re concerned that the person or family
need more information or don’t understand
something, then encourage them to ask
questions or organize for them to speak
with one of the health professionals on the
team. It can then be arranged to provide the
person, their family and carers with access to
relevant information presented in a way they
understand best, which may include pictures,
3D models, or demonstrations. This enables
them to make informed decisions about their
current and future care needs. Any complex
information for a person where English is not
their first language should always go through
a formal interpreter and not family / friends.
Asking for feedback
To know whether a service is providing the
required quality of life for people with support
needs, it is important to gain feedback from the
person, their family and carers. This can help
you to both work together in order to modify
the care plan in order to provide accurate and
required care.

When working with the family it is important
to remember that some family members: [33–35]


May not be able to make decisions
because of their current level of grief
or shock



May not always get along with other
family members – and understanding
the family structure and dynamics can
help



May have difficulty in communicating
effectively or contributing to decisionmaking, which can lead to difficult
situations.

It is useful to seek an understanding of the
family structure, the dynamics involved and any
cultural differences that you need to consider.
Acknowledge that there can be tensions
or conflict within a family but be realistic
about the support that can be provided to
alleviate this tension. [33–35] 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. [33–35]
Consider the way that the family is coping
and adapt the situation to their needs. Where
families are experiencing difficulties, referral to
counselling or other specialised support can be
required, contact your local specialist palliative
care service for information on the services
available locally.
You do not have to manage these situations
alone.
Recognising that support and advice may be
needed from colleagues, managers or the wider
multidisciplinary team is important. [28] You need
to remember your role definition at all times, if
you are unsure, speak with your supervisor.

Thinking Points
How did Benjamin say that Jan had
provided support and been involved
in his care?
Watch the following excerpt from the
earlier video to prompt your memory.

Case Study: Scene 3
Watch the following video: Ben reflects
on how his family has supported him
through his ill-health 51 secs

Transcript
Ben: Jan has been such a help throughout
this illness – she drives me to all my
appointments cos I just don’t feel
comfortable enough to drive anymore.
She helps me to stay on track with my
medications and reminds me when I’m
forgetting things. You know, just all those
little things add up. She even comes into
my appointments now – talks to the
doctors and stuff, asks questions so that
we know what’s going on. She asks things
that I would even remember to ask.
The kids have been great too. They
come around, and help round the house,
mowing the lawn and doing those things
that I can’t do anymore. They’ve been
to a few meetings with the doctor too
– you know making plans for the future
and going through my care plan and my
thoughts on the sort of care I want for the
future. That way everyone was there, they
know what I want. It’s been good to have
their support too.
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Case Study: Scene 3a
Watch the following video: Jan reflects on
how she supports Ben 1min 25 sec

Transcript
Jan: I just do what I can to help Benny,
you know? I was speaking with the
doctor and Pharmacist and got him one
of those little packs that he can keep his
pills in. It sorts them into days. Then if
he forgets, I can look in the right day and
see what he needs to still take for the
day – or at least see that he has taken
his medication. It’s those little things. He
has so much on his mind, I just try to help
him remember things and keep on track.
I want him around as much as possible.
And then there are all of the doctors too.
I come with him to every single one of
them. Not to be nosy, just to help him.
Sometimes they say so much, and there
are so many big words, that it can become
overwhelming. I stop and ask them what
they mean. Sometimes when he is just
consumed by what he is hearing, I ask
questions. So that we can learn more
about what he needs. I also spoke with his
physio, and they showed me some things
that I can do at home to help him. And it’s
those other things, like when he is down
at times, to just be there to talk, and to
listen when he wants to talk. For me it’s
just about keeping him as healthy and
emotionally strong as I can. I don’t want
to lose him and I want him with me for
as long as possible.
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Family and carers as a part
of the care team
Family meetings (which are also called ‘case
conferences’) are one way of providing
structure to communicate and make decisions.
It can help to involve the family as members
of the palliative care team. [28]
The person can (and should) be included
where possible. These meetings provide an
opportunity for family to express and share
their feelings within a safe and structured
context.
Family meetings can be invaluable, and should
be considered on:


Referral to palliative care



When treatment is stopped



Discharge when planned from
an inpatient setting



The person’s illness or condition
changes and goals of care need
re-assessing



A ‘no’ response to the question –
‘Would you be surprised if the resident
died within the next six months?’



Significant functional or health decline



Problems concerning goals of care
when treatment is withdrawn at the
end of life



Being transferred to a residential
aged care facility specifically for
comfort / palliative care.

These meetings provide an opportunity for
family members to express and share their
concerns, questions and feelings within a safe
environment. [36] The aim of the family meeting
is to ensure everyone is ‘on the same page’ to
achieve the best outcomes for the person with
a life-limiting illness.
Discussions can involve: [34–37]


Establishing, clarifying and reviewing
goals of care



Provision of information and resources
to families



Supports that are in place for the
person and their family



Explanation of care pathways and
different strategies of care available
to families.

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. [12, 34]

Video Resource
Review the following video from End-ofLife Essentials to learn more about family
meetings and what is discussed in a family
meeting. [38]
The following video discusses a realistic
end of life conversation.
Please be aware that this conversation
may be confronting.
As a care worker, you will not be expected
to hold these conversations, but you need
to be aware of what is discussed so that
you can support the person, family, and
carers as necessary.
A planned meeting. End-of-Life Essentials.
7 min 30 sec
Family meetings are documented in the
clinical record to maintain communication
amongst the multidisciplinary team.

When considering a family meeting it
is important to decide who should be
present, such as relevant members of the
multidisciplinary team, family, GP, community
and / or care organisations. The person should
also be asked who they think should be
present. Family meetings are an opportunity
to have realistic discussions with the family
and the healthcare team regarding care plans
and goals.
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palliAGED Activity
Review the palliAGED Tips for
Careworkers: Case Conferences and
complete the reflections. [39]
Palliative care offers a support system to help
the family cope during the illness and during
bereavement. [1]
Family members (or friends) who take on
the role of principal carer often find the role
stressful and can benefit from support. [40] This
support usually requires the consent of the
person with the life-limiting illness, and can
include: [41]


Keeping the family informed about
what is happening

Common challenges for family / carers include:


Fear of dying and death



Changing relationships



Changing roles



Loneliness



Loss of control



Changes to financial status



Meeting care needs



Uncertainty about treatment



Lack of knowledge about care



Role changes in the family



Emotional and physical burnout



Distress associated with observing
relative’s symptoms and deterioration



Navigating the care system



Explaining what to expect and how
they can help



Feelings of loss and grief

Ongoing education about care and
management



Lack of social support





Fear of being alone



Managing expectations





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

Inability to plan other aspects of their
life because of uncertain prognosis.



Emotional and spiritual support



Preparation for the death when this
is near



Support after death – and during
the bereavement process.
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Activity
Review the Carer Gateway website from
the Australian Government to learn more
about how support is available for carers.

Understanding the extent
of your role
Understanding your role within the palliative
care team is essential for providing support for
the person and their family.
You need to be able to work with other health
professionals to:


Support the person with a life-limiting
illness by assisting with managing
symptoms to ensure the best-possible
quality of life



Help the person to self-manage their
illness and symptoms and to make
decisions about their care



Educate the person’s family and carers
about end-of-life care needs, dying,
death, bereavement and loss.



Keep the person, their families and
carers up-to-date with appropriate
information



Provide a support system to families
and carers.

Providing support using a palliative approach


Explain to the person, their family
and carers what a palliative approach
means – and how this focus on quality
of life does not mean that death is
necessarily imminent



Practice shared decision-making by
including the person, their family and
carers (as appropriate)



Ensure that all communication is open
and clear so that everyone understands
what is involved – and that effective
decisions are made.

Your personal responsibilities include:

Participating in a team approach

Understanding the person’s needs



Understand the roles of each team
member



Be familiar with each person’s care plan



Identify the person’s physical, social,
psychological, spiritual and cultural
needs



Establish an effective professional
relationship with all members of the
team



Discuss with the person their hopes,
fears and wishes so that you can help
them develop their care goals



Build trusting and respectful
relationships with the person, their
family and carers



Recognise the signs and symptoms
of pain and discomfort.



Follow relevant organisational policies
and procedures.

Identifying the persons, family and carers


Ensure that you know all members
of the person’s support network:


Spouse / partners



Relations



Children



Friends



Carers



Advocates



Guardians.

Seeking advice from appropriate people
when necessary


Escalate any situation that requires
clinical intervention



Always ask for advice or information
from your supervisor, manager or
palliative care team members when
necessary.
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Person-centred care


Encourage the person to be as
independent as possible



Ensure that the person is always
provided with the opportunity to make
their own decisions.

Providing holistic care


Treat the whole person, not just their
physical symptoms



Understand and follow procedures
to reduce or stop the person’s pain
or discomfort in any of the areas
of holistic need: physical, spiritual,
cultural, psychological, social / family



Encourage the person to be as
independent as possible



Ensure that the person is always
provided with the opportunity to make
their own decisions



Relieve the person’s suffering and
discomfort as per their care plan



Promote the person’s sense of dignity
by listening to their wishes



Remain sensitive to the values of the
person, their families and carers.

Recognising the signs that death may
be imminent




Understand the signs of imminent
death
Discuss end-of-life issues and
anticipation of death in an honest and
sensitive manner with the person, their
families and carers.

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Continuity of care and
complete the reflections. [42]
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When providing care, you must ensure tasks
are within the scope of your knowledge, skills
and job role. If not, you should politely explain
that you are unable to assist with that request
and you will find someone immediately with the
appropriate skills to assist.
Similarly, if the person their family or carers
ask you to perform tasks or communicate
with them on issues which are not within
your responsibility or qualification level, then
you should make it clear to them that this is
not in your field of expertise. You should also
make arrangements for a more qualified team
member to respond to the query or request.
A note on the person’s file should detail the
query and the action taken. You should also
follow up to ensure that the matter has been
resolved and that the person is informed about
the reasons for any delays in their care or
requests.

Video Resource
Review the videos from the End of
Life Directions for Aged Care (ELDAC)
from the Toolkit Educational Videos to
understand more about working together
with the multidisciplinary team in
palliative care. [43, 44]
You can choose which video to watch
depending on the care environment you
are / will be working in – home care or
residential aged care.
Home Care Toolkit – Work Together.
9 min 13 secs
Residential Aged Care Toolkit – Work
Together. 11 min 20 secs

Organisational approaches and
responsibilities that underpin
palliative care
Your organisation or care facility will have
specific policies and procedures relating
to the delivery of palliative care and the
roles and responsibilities of its care team
members. All team members should have a
clear understanding of the skills, qualifications
and responsibilities – and the appropriate
organisational policies and procedures relating
to the type and standard of care that should be
provided – so that everyone understands their
own and others roles within the team.

Activity
Review the policies / procedures below
that are relevant when caring for people
in the palliative care environment.

Manual Handling Procedure
You must always follow your organisations
Manual Handling / Patient Handling policy and
procedure and ensure you have completed all
relevant competencies before you assist with
any patient handling tasks in the community
or healthcare setting.
Work Health and Safety Act
You must adhere to all health and safety
regulations in the community and all healthcare
settings for everyone’s safety and wellbeing.
Your personal responsibilities include working
safely according to policy and procedure and
considering the safety of those around you.

Code of Conduct
At all times you must adhere to the code
of conduct and behave in a respectful, honest
and safe manner.
Privacy and Confidentiality Policy
All information regarding any client remains
confidential, at all times. It is your responsibility
to ensure you do not breach privacy and
confidentiality policy and that you are aware
of what constitutes a breach of policy.
Most professions will have a Code of Ethics.
This code ensures the values of the profession
and organisation are upheld. They can include
concepts of: [45]


Rights and responsibilities of
individuals and groups



Standards of conduct, values, choices
and principles



Recognition of the impact of personal
values and beliefs in decisions and
actions



To act in the best interest of all
concerned: the common good.

Within your role you will:


Assist with the assessment of people
accessing the service



Enhance the quality of life of the
person, their family and carers



Maintain the dignity of the person
affected by a life-limiting illness



Provide direct care for people
according to their care plan



Provide emotional support to the
person, family members and carers
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Provide information about services to
the person, family members and carers



Help the person to remain as
independent as possible



Help the person maintain their social,
cultural and spiritual needs



Keep accurate and up to date
observations and care notes
(depending on organisational policy)



Follow duty of care, ethical, privacy
and confidentiality guidelines



Liaise with other healthcare services



Work cooperatively with healthcare
professionals, services and volunteers



Follow the organisation’s policies and
procedures



Uphold the person’s rights.

It can be helpful to explain the extent of your
role to the person, their family and carers so
that they understand the extent of the support
that you can provide. As a care worker you
have the responsibility to self-assess and work
within your own competence / confidence
and role description. Some useful questions
to assist in determining if an activity / task is
within your scope include:


Is it in the best interest of the person?



Is it within the role description?



Is there organisational support
(eg, guidelines, within job description,
management approval)



Do I have education preparation
and practice?



Do I need to have been assessed
on this skill previously?



Am I competent and confident
to perform the task safely?



Who could this request, or need,
be referred to?

64 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

In all these circumstances you can provide
empathetic and compassionate communication
and reassure the person that you will escalate
their concerns / request to the appropriate
person or to your supervisor.
If you remain unsure of your role and the
scope of your role. Please speak with your
supervisor immediately.

Summary
Palliative care uses a team approach to address
the needs of people and their families, including
bereavement counselling, if indicated. [1]
The palliative care workforce includes palliative
care specialists and all other healthcare team
members in health, aged or community care
settings. These healthcare team members may
be in rural, regional or remote environments,
practicing within primary or acute care
contexts. [4–6]
Many people with palliative needs are also
being cared for within inpatient settings not
traditionally associated with palliative care,
such as intensive care, emergency departments,
and special care baby, child and aged care
speciality units. [4–6]
The person, their family and carers should be
embraced and valued as contributing members
to the palliative care team. A key concept of
team structure is partnering with the person,
their family and carers. [21, 22]
As a part of your role within the palliative care
team it is important to operate within your role
description – or to escalate to your supervisor
if a request is outside of your scope.

Topic 1 Session 3
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. How can you ensure family members and carers are included as a part of the multidisciplinary team?
Tip: Think about why they need to be included first.
Ensure family and carers are respected and included in all phases of the persons care (with the
persons permission). Identify that they hold a key role in supporting the person and will understand
their specific needs more than anyone else and are therefore a valuable source of information for the
healthcare team and support for the person.
2. How can you ensure that the person, their family and carers have accurate and up-to-date
information?
Tip: What would you want if you were the family member?
Include the family and carers in all aspects of care and communication in the care plan (with the
persons permission).
3. Why is it important for family members to have information?
Tip: Who can support both the person and the healthcare team?
To be included in the care plan and treatment. To support the healthcare team, the person and to
support the person holistically by respecting their family / carers as an integral part of the palliative
care team.
4. What support needs do family members have?
Tip: Think of the family’s holistic care too.
Communication regarding the person.
Physical needs such as ensuring they are caring for themselves, providing a bed / food if able.
Cultural and religious needs, ensuring the family and the person can continue with usual cultural
and religious practices if able.
5. How can a family meeting assist with deciding on goals of care?
Tip: Who knows the person best?
Fully understanding the persons needs and their wishes and acting as a support mechanism for
the person.
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6. What policies, protocols and practices govern your scope of practice?
Tip: Think about the things you may do at work as part of your role as a care worker, what
policies will keep you, and others safe?
Multiple policies, procedures and practices will govern practice. It remains the care workers
responsibility to locate, read and understand all policies etc, in their organisation. Common policies etc,
include workplace health and safety, manual handling, code of conduct and privacy and confidentiality
policies.
7. What should you do if you receive a request that falls outside of your role definition?
Tip: Think about what can happen if you do work outside your role definition.
Politely decline and explain that the request is outside of the role definition and alert your supervisor.
8. List three responsibilities you have to yourself and to your colleagues in regard to work
health and safety? How will you adhere to these responsibilities?
Tip: Think about how you would like others to maintain your safety at work.
Examples could include (but are not limited to):
Be fit and healthy and able to complete the role definition safely
 To follow policy and procedure at all times
 Understand role definition and escalate questions and concerns to supervisor.
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Topic 2

Supporting care

Overview
This topic will help you to develop the knowledge and skills needed to support quality care for people
affected by life-limiting illness. You will examine the emotional impact of diagnosis on the person, their
family and carers before exploring the knowledge, skills and attitudes required to support care needs
and preferences after diagnosis.
Communication is the cornerstone of supporting care and through information review and case studies
you will develop an understanding of effective communication principles when interacting with people
affected by life-limiting illness.
Aim: Develop an understanding of effective communication strategies to support the holistic needs
of people with life-limiting illnesses and their family and carers.
In this topic students will learn to:







Support the person, their family and carers through the emotional impact of diagnosis
Use a non-judgemental approach to ensure the person’s holistic needs are supported, reported
and documented in the care plan within the scope of your role
Use supportive communication to show empathy, provide emotional support, encourage active
participation and improve the person’s quality of life
Support the person, carers and family to express needs and preferences.
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Topic 2

Supporting care
Develop an understanding of effective communication strategies to support the holistic needs of people with life-limiting
illnesses and their family and carers.
In this topic students will learn to:


Support the person, their family and carers through the emotional impact of diagnosis



Use a non-judgemental approach to ensure the person’s holistic needs are supported, reported and documented
in the care plan within the scope of your role



Use supportive communication to show empathy, provide emotional support, encourage active participation
and improve the person’s quality of life



Support the person, carers and family to express needs and preferences.

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

2.1 Supporting the
person after
diagnosis

To explore the
experience of the person
being diagnosed with a
life-limiting illness and
their support needs after
diagnosis.

 Describe the emotional impact of diagnosis
on the person with a life-limiting illness, their
family, and carers

Scene 4: 4 min 26 secs
Ben and Jan visit the doctor to find
out the results of his recent tests.

Develop an
understanding of the
holistic needs of people
affected by life-limiting
illness and strategies for
supporting them.

 Describe the common needs of people affected
by a life-limiting illness

2.2 Supporting the
person

 Describe evidence-based strategies to better
understand sources of distress for people
diagnosed with life-limiting illnesses.

 Reflect on various meanings of dying and death
in today’s society and how they relate to a
person’s own experiences and needs
 Describe key concepts associated with cultural
safety and human rights
 Identify elements of spiritual care when caring
for someone with a life-limiting illness
 Describe support strategies for the person,
family, and carers to express their needs and
preferences and report information to the
supervisor.

2.3 Supporting
communication

Develop an
understanding of
effective communication
principles when
interacting with people
affected by life-limiting
illness.

 Identify supportive communication strategies
used to support the person’s quality of life, pain
management and comfort
 Communicate with the person, their family,
carers, and significant others in a manner
that shows empathy and provides emotional
support
 Identify evidence-based strategies used to
respond to the needs and concerns of people
with life-limiting illnesses.
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Scene 5: 3 min 30 secs
Ben discusses spirituality with Dan,
the Palliative Care Nurse, before
moving to the aged care home.

Topic 2

CHCPAL001 mapping
Elements and Performance Criteria addressed in Topic 2:
Element 1: Apply principals and aims of a palliative approach when supporting individuals

T2

PC1.2

Support the person, carers and family to express needs and preferences and
report information to supervisor

2.1

Communicate with the person, carers and family in relation to the person’s
quality of life, pain and comfort and report information to supervisor

2.3

PC1.3

2.2

Element 2: Respect the person’s preferences for quality of life choices

T2

PC2.1

Create a supportive environment that encourages the person, carers, family
members and / or significant others to share information regarding changing
needs and preferences

2.3

PC2.2

Use a non-judgemental approach to ensure the person’s lifestyle, social,
spiritual and cultural choices and needs are supported and documented in care
plan

2.2

PC2.3

Encourage the person, carer, family and / or significant others to freely discuss
spiritual and cultural issues in an open and safe environment within scope of
role

2.2

PC2.5

Communicate with individuals, families, carers and / or significant others in a
manner that shows empathy and provides emotional support

2.3

Knowledge Evidence addressed in Topic 2:
Knowledge Evidence

T2

KE2

The needs of people dealing with a life-threatening or life-limiting illness and
the emotional impact of diagnosis

2.1

KE3

Cultural, religious and spiritual differences in relation to death and dying

2.2

KE8

Legal and ethical considerations for working in palliative care, including:

KE8C

Human rights

2.2

KE12

Communication strategies to build trust, show empathy, demonstrate support
and empowers the person, family, carers and / or significant others

2.3
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Topic 2 Session 1

2.1 Supporting the person after diagnosis
An introduction to the experience of being diagnosed with a life-limiting illness and supporting
psychosocial needs.

Aim: To explore the experience of the person being diagnosed with a life-limiting illness and their
support needs after diagnosis.
At the end of this session you should be able to:


Describe the emotional impact of diagnosis on the person with a life-limiting illness, their
family and carers



Describe evidence-based strategies to better understand sources of distress for people
diagnosed with life-limiting illnesses.

The impact of diagnosis
The diagnosis of a life-limiting illness can be
very stressful and challenging for the person,
their family and carers. [1]


‘Am I going to die?’



‘How long have I got left?’



‘What is going to happen in the future?’



‘Will I be in pain?’



‘Am I going to suffer?’



‘What will happen to my family?’
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Psychosocial impact of diagnosis
and supporting psychological needs
Activity
Consider the experience of being diagnosed
with a life-limiting illness.
What emotional responses might be
experienced by a person, their family and
carers on diagnosis of a life-limiting illness?
Brainstorm possible responses and write
them down or discuss them as a group.
Before we explore the answer to that
question, consider the following case study.
In the previous topic we were introduced
to Benjamin.
Benjamin and his wife Jan, are self-funded
retirees who live in their own home in
Brisbane. Ben was diagnosed with type two
diabetes ten years ago, which is controlled
with diet.

Case Study: Scene 4
Watch the following video: Ben and Jan
visit the doctor to find out the results of
his recent tests 4 min 25 secs
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Six months ago, Benjamin started to have a
cough that didn’t go away. He dismissed it as
a cold and didn’t see his General Practitioner
(GP) immediately. After a few weeks of his
cough steadily getting worse, he also started
to experience chest pain due to coughing.
The cough often became worse with deep
breathing or movement. He was also often
short of breath. Jan urged him to see
a doctor.
Benjamin was diagnosed with lung cancer
and had a tumour removed from his lung.
He also received radiotherapy treatment.
After a consultation following his surgery
for the tumour removal, Benjamin had
further testing as he was still very breathless.
Benjamin and Jan are visiting the doctor
to receive the results of these tests.

Transcript
Doctor: Hello Benjamin, Jan. It’s lovely
to see you both again.
Benjamin: I wish I could say the same, Doc.
Doctor: I understand. I understand. How
is your cough now?
Benjamin: Terrible. [coughs and breathes
haltingly and deeply]. I cough all the time –
and I can’t seem to catch my breath. I feel
awful.
Jan: He was coughing up blood yesterday –
not that he wanted to let me know, but
I saw it in his hanky.
Benjamin: What’s wrong with me doc?
Why am I so crook all the time? I thought
this would be better after the treatment?
Doctor: Benjamin, I have the results from
your tests. I want to take you through those
results and then, if you have any further
questions, I will answer them as best
as I can.
Benjamin: [Nodding] This all sounds
a bit serious doc, what’s wrong?
Doctor: Benjamin I was hoping to have
good news for you today, but unfortunately
your cough is not a virus or the flu.
Benjamin: [Hesitantly] Okay
Doctor: I’m really sorry to tell you but we
detected another tumour on your lungs.
[Doctor pauses and allows time for a brief
silence – 2 to 3 heartbeats]
Jan: But you can get rid of that can’t you?
You can operate again?
Benjamin: What does that mean?
What are you telling me?
Doctor: Benjamin, I know that this is not
the news you wanted to hear. But when
we examined your CT scans, we noticed
another growth on your right lung. It’s
about 6 cm in size. This is usually an

indication that either we didn’t remove all
the cancer cells from the original tumour
during the operation, or that a new tumour
has now developed
Benjamin: [Goes quiet and says nothing. He
stares straight ahead, apparently in shock. The
sound could now become muffled as Benjamin
hears a high-pitched ringing in his ears.]
Jan: [Cries] What do you mean? What’s
going on? I thought he’d beaten the cancer
with the surgery?
Doctor: From what I can tell, the cancer has
spread to the inside of your chest wall and
looks to be affecting the nerves near your
diaphragm and the outer layer of tissues
around your heart. I also saw two smaller
tumours in your right lung.
Benjamin: [The ringing is now getting louder
and Benjamin can hear his heart pounding
loudly]
Jan: [Whispers] The cancer?... It’s back?
Doctor: Benjamin, Jan, would you like me
to explain exactly what this new diagnosis
means?
Benjamin: [nods, slowly, no emotion, blank]
Doctor: The cancer is causing the cough
because it is irritating the nerves around
your lung. It has also spread from the initial
tumour, and we have found some further
(secondary) tumours at the top of your
chest, in your diaphragm, which is why
you are feeling breathless. There is also
evidence of tumours near your heart. This
is why you have the pain in your chest.
I know that this is not the news that you’d
hoped for, I wish I could tell you something
different. I know this must be a huge shock
for you?
Benjamin: [Closes his eyes and lets his head
slump forward]
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Transcript continued
Doctor: Benjamin, is this all making sense
to you?
Benjamin: [Eyes still closed. Speaks softly,
almost in a whisper]
I thought I was going to get the better of
this cancer.
My dad died of cancer – smoked six packets
a day and worked in the mines. Coal miner.
Jan: [Reaches out and holds Benjamin’s hand]
Benjamin: [Looks up at the doctor]
So it’s back.
(Pause)
Am I going to get better… or am I going
to die?
Doctor: Benjamin, I understand that you
need to know what happens next. Are you
okay to move on? 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 near your
heart with some chemotherapy.
Jan: 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.
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Benjamin: Can you still cure this?
Doctor: I wish we could Benjamin, but now
that the cancer’s spread we can’t cure it.
It’s there near your heart and in your lungs.
We’ll be trying to give you as much time
as you can before you die with the best
possible quality of life.
Benjamin: But what’s going to happen to
Jan, who’s going to look after her? Nope,
I think you’ve got this wrong.
Jan: I’ll be alright Benny. Let’s focus on you
and getting you better.
Doctor: I also want you to consider further
palliative care intervention – something
that can help you to cope with your illness.
But we can talk more about that tomorrow.
For now, let’s concentrate on the bone
scans and increasing your comfort. Has this
all made sense to you? Do you have any
other questions?

Thinking Points
What emotions did Benjamin experience?
How did they differ from Jan’s?
How did you react to the diagnosis?
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, cultural, and spiritual
challenges. [2–5]
These challenges can arise from many unique
and personal sources, including: [2–11]


Finding peace, purpose, and
contentment with life



Improved and stronger relationships
with family and friends



Fear of dying and death



Uncertainty about the future



Challenges to beliefs, including a loss
of meaning and purpose, or of spiritual
direction / belief



Changing roles and relationships with
those close to them, including sexual
relationships



Negative emotions – leading to
sadness, withdrawal, depression,
and anger



Feelings of helplessness and
hopelessness



A sense of unfairness



Feeling of loss of control or worth



Feelings of isolation / loneliness



Loss of a sense of dignity



Fear of being a burden or dependent



Fear of suffering



Concerns about appearance and body
image



A sense of guilt and loss resulting
in existential distress.

Existential distress is the worry and concern
related to confronting your own death. The
person is faced with issues around the meaning
of life, isolation or a threat to their sense o
f personal worth. [5, 12]

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Distress at the end of life
and complete the reflections. [13]
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Understanding loss
Loss is a part of the experience of life-limiting
illness. [14] As the person, their family and carers
adapt and adjust to the news that a diagnosis
brings, they often experience many losses
which can make them feel distressed and
sad. [4, 6, 11, 15–17]

Common psychological and social responses
to loss, include: [14]


Shock



Anger



Denial



Sadness



Fear



Distress



Despair



Disbelief



Anxiety



Guilt

They are also confronted with impending death
in ways they may not have considered before.



Worrying thoughts



Sleep disturbances

Communities, friends and families need to
adjust to a new normal, living without the
person with a life-limiting illness. [14] People
adjust in a variety of ways.



Social withdrawal



Decreased ability to maintain
an organised lifestyle.

People with life-limiting illnesses and their
families, friends and communities must adapt
to the many changes in their lives.
They face the loss of health, function, mobility,
future potential, and dreams.

Thinking Points
How would you react?
Think of a situation where you have
experienced loss. It may be the loss of
a relationship, object, job, or loss of the
ability to do something you were once
able to do. How does this memory make
you feel?

These reactions to loss are called grief reactions
and vary from person-to-person and within the
same person over time as they react to their
changing circumstances. [18]
The terms grief, mourning, and bereavement
have slightly different meanings and are
discussed below: [14, 18]
Grief
A person’s emotional response to loss.
Mourning
An outward expression of that grief, including
cultural and religious customs surrounding
illness and death. It is also the process of
adapting to life after loss.
Bereavement
A period of grief and mourning after a loss.
Anticipatory grief
A response to an expected loss. It affects both
the person diagnosed with a life-limiting illness,
their families, and carers.
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Grief reactions lead to complex physical and
psychological symptoms. Within your role
you can help to support these reactions by
supporting the emotional needs of the person
and the various symptoms that they may
exhibit. [18]
Grief reactions can be categorised into the
following groupings: [18]
Feelings
The person who experiences a loss may have
a range of feelings, including shock, numbness,
sadness, denial, anger, guilt, helplessness,
depression, and yearning. A person may cry
for no particular reason.
Thoughts
Grief can cause thoughts of disbelief,
confusion, difficulty concentrating and
hallucinations.
Physical symptoms
Grief can cause physical symptoms such as
tightness and heaviness in the chest or throat,
shortness of breath, nausea or stomach upset,
dizziness, headaches, numbness, muscle
weakness, tension, or fatigue. These reactions
can make the person vulnerable to illness.
Grief-related stress can lead to a high blood
pressure, a fast heart rate and increased levels
of stress hormones.
These changes can increase the risk of a heart
attack and / or a stroke.
Behaviours
Difficulty sleeping, loss of interest in daily
activities, and becoming more aggressive
or irritable.
Psychological symptoms
Guilt, anger, hostility, restlessness, inability
to concentrate, lack of capacity to initiate and
maintain an organised pattern of activities.

Supporting the person to
express needs after diagnosis
Thinking Points
What can you do, within your role,
to support a person, their family and
carers to express their emotional needs
after a diagnosis?
Brainstorm possible responses and write
them down or discuss them as a group.

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Talking about dying and
complete the reflections. [19]

Video Resource
Am I going to die? Part 2. End-of-life
Essentials. 2 min 22 sec

The challenges faced by people affected
by life-limiting illness can often be huge and
overwhelming. A diagnosis begins a long
journey that can affect physical health, mental
well-being, and relationships.
While getting treatment for the physical
aspects of their illness, the person should not
neglect the emotional needs associated with
their illness.
There are several practical tools which can
be used to address people’s emotional needs
– both immediately after diagnosis and during
their ongoing care.
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The Patient Dignity Question
The Patient Dignity Question (PDQ) is a
simple, open-ended question that should be
considered when interacting with people
affected by life-limiting illness to ensure that
care is always person-centred: [20]
‘What do I need to know about you as a person
to give you the best care possible?’
The Patient Dignity Question (PDQ) can
be used to identify issues and stressors
that influence care planning and treatment
choices. [20, 21] The intent of the question is to
highlight concerns that would not otherwise
be revealed and to identify these concerns
early in the process. [20, 21]
Consider Benjamin’s case study and his journey
so far.
Consider Benjamin’s story and pose the dignity
question [21]
‘What do I need to know about you as a person
to give you the best care possible?’
In topic 1, Benjamin’s holistic care needs were
reviewed.
Physical

Social


Isolated from friends and community



Feels like he is letting Jan down



Worried how Jan may be coping.

Spiritual


Unable to attend church



Misses the fellowship.

Cultural


An outdoors person and feels confined



Loss of status within the family.

The physical issues of his breathing and pain
are being addressed by the doctor.
‘What do I need to know about you as a person
to give you the best care possible?’
Review each of the components; emotional,
social, spiritual and cultural. Think about what
actions you could take within your role and
level of responsibility, to assist in addressing
Benjamin and Jan’s concerns and enable you
to provide real, holistic, person-centred care.
Did you identify?
Emotional
Benjamin and Jan may benefit from talking
through their complex emotions and feelings.



Difficulties breathing



Nausea



Chest pain

Possible options include:



Fatigue.

Speaking with a supervisor about the possibility
of referral of Benjamin and Jan for counselling
through pastoral care, palliative care
counselling or the GP.

Emotional


Loneliness



Frustration



Depression



Anxious



Scared.
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Social
Benjamin is feeling isolated. He is worried that
he may be letting Jan down and worried about
how she will cope.
Possible options include:
Speaking with his doctor to see if there are
any relevant services to assist at home with
tasks such as, cleaning the house, yard work,
transport etc.
Linking Benjamin and Jan in with local support
groups and / or pastoral care to assist with the
feelings of isolation and provide a supportive
network.
Spiritual
Unable to attend church.
Possible options include:
A review of Benjamin’s mobility and provision
of a wheelchair to ensure he can still attend
church or requesting his Priest to come to his
home.
Cultural
Benjamin enjoys the outside environment
and feels a loss of status within the family.
Possible options include:
Use of the wheelchair will assist with
Benjamin’s mobility issues.
The emotional and social support already
identified can also assist with discussion
of feelings of inadequacy.

Listening and 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. [11] Helping people focus on what is
important to them and helping them identify
possible outcomes, can also help them to
manage these aspects and to discuss their
ongoing needs. [20]
In addition to the Patient Dignity Question,
there are other practical tools used to support
people working in healthcare as they address
people’s emotional needs.
These tools can assist health professionals
in determining a person’s psychosocial needs
immediately after diagnosis and during the
person’s continued illness. Examples of tools
used include:
Patient Dignity Inventory [22]
The Patient Dignity Inventory (PDI) is an
assessment tool that assists with detecting
end-of-life dignity-related distress. [23–25] Tools
like this can help to identify the particular
sources of a person’s distress. [26] This assists
care workers to initiate further conversations,
individualise supportive interventions and
make referrals for specific needs. [25, 26] The
questionnaire is designed to evaluate how
a person in your care is coping and helps
to identify sources of distress. [25]

The help with basic management of the house
can also allow Jan and the rest of the family
to spend quality time with Benjamin.
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The Distress Thermometer
The Distress Thermometer is the most widely
used rapid screening tool for assessing
psychological distress in people affected by
cancer. [27] The Distress Thermometer (DT)
is a thermometer that ranges from 0 (no
distress) to 10 (extreme distress). People use
the tool to indicate their level of distress over
the course of the week prior to assessment.
People who report high levels of distress can
be administered the accompanying 40-item
problem list (PL), detailing common problems
related to the cancer experience. [28]
One of the best things that people can do to
improve their quality of life is to learn more
about their illness and the symptoms that they
may encounter.
While their doctor will be a reliable source
of this information, you can also assist with
providing factual information about what they
can experience and how palliative care can help
to improve their comfort and quality of life.
This can make the illness seem less mysterious
and frightening. [29, 30] If you are unable to
answer questions or you are unsure of what
to say always discuss with your supervisor.

Grief and depression
Psychological distress and depression can
be a very important mental health issue for
people diagnosed with a life-limiting illness. [31]
It can be difficult to differentiate grief from
depression, and consequently depression may
go unrecognised. [14]
Characteristics of grief
People may experience distress, loss of
usual patterns of behaviour, agitation,
sleep and appetite disturbances, decreased
concentration, social withdrawal.
Characteristics of depression
People may experience similar symptoms
as grief plus hopelessness, helplessness,
worthlessness, guilt, and possible suicidal
thoughts.
People diagnosed with life-limiting illness are
more likely to experience depression (20%
compared with 5% of the general population)
and anxiety (10% compared with 7% of the
general population). [32]
Poor recognition of depression and anxiety
is associated with reduced quality of life
and survival. [33] Depression is often not
recognised early. Approximately 73% of cases
remain untreated or do not receive effective
treatment. [34]
Depression can have different effects on each
person and a person with a more advanced
illness is more likely to be depressed. [31] It is
normal to have feelings of grief and sadness
but it is important for people with life-limiting
illness to distinguish between normal degrees
of grief and depressive disorders. [35]
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Major depression is defined as at least five
of the following symptoms for two weeks
or more: [36]


Depressed mood lasting for most
of the day, nearly everyday



Noticeable loss of pleasure or interest
in normal activities for most of the day,
nearly everyday



Significant weight loss / gain and
decrease / increase in appetite



Sleeping much more than usual
or much less than usual



Fatigue or loss of energy nearly
everyday



Feelings of worthlessness or
inappropriate guilt



Decreased ability to think or
concentrate



Frequent thoughts of death or suicide.

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Anxiety and complete
the reflections. [37]
If a person experiences negative feelings, it is
important to remember that everyone has low
times and that acknowledging and recognising
feelings of tiredness, anxiety, anger, and
depression is actually a positive thing.

Expressing feelings openly and honestly can
often help to relieve stress and tension. Strong
feelings ranging from self-blame, need to blame
others, overwhelming stress, and guilt may
be frightening but are common. [38]
Any identification of patients with anxiety and
depressive symptoms should be escalated to
your supervisor. Referrals to the GP to assess
and implement care could also be made. GP’s
are able to implement mental health care plans
and provide ongoing mental health support
and appropriate referrals to psychiatrists
or psychologists as appropriate.
If you are concerned about the
individuals / their family’s mental and
emotional wellbeing, escalate your concerns
immediately to your supervisor.

Introducing the concepts
of palliative care
During or after the diagnosis it is appropriate
for the relevant healthcare professional
to introduce the concept of palliative care
to the person.
Many factors influence the timing for the start
of a palliative approach, including: [39]


The nature of the person’s illness –
eg, people with cancer can often
remain well and function reasonably
for prolonged periods, but experience
a sudden decline before death



The acceptability and effectiveness
of the treatment available



The person’s beliefs and cultural values
regarding illness, dying and social roles
and expectations
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The person’s age and the presence
or absence of other illnesses



Family and other responsibilities



Treatment goals and decisions – eg, for
a person living with dementia, making
decisions about end-of-life care while
still being able to.

Thinking Points
Does being referred to palliative care
mean that the person’s doctor has given
up on them?
Brainstorm possible responses and write
them down or discuss them as a group.

Introducing the palliative
approach
Video Resource
Myth – Palliative care means my doctor
has given up on me. Palliative Care
Australia. 1 min 46 sec [40]
A palliative approach to care is a continuation
of care. It can be provided in conjunction with
other therapies that are intended to prolong
life, however the focus is on a person’s quality
of life and helping the person to live
as comfortably as possible until death.
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Summary
People with life-limiting illnesses face many
physical, psychological, social, cultural and
spiritual challenges. These challenges can often
be substantial and overwhelming. A diagnosis
potentially begins a long journey that can
affect physical health, mental well-being, and
relationships with loved ones. While getting
treatment for the physical aspects of their
illness, it’s important to address the person’s
emotional and psychosocial needs. There are
a number of practical tools which you can use
to support the person, carers and family to
express emotional needs and preferences –
both immediately after diagnosis and during
ongoing care.

Additional Resource
Video Resource
This video discusses concerns post
diagnosis. [41]
Dr. Michael Burke discusses frequently
dealt issues in cancer patients.
CancerQuest-EmoryUniversity.
2 min 57 secs

Topic 2 Session 1
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. Briefly describe the emotional impact that the diagnosis of a life-limiting illness can have
on a person.
Tips: How do you think you may feel if it was someone you knew?
Every person’s response may be different. Any answer that identifies an empathetic connection with
the person on diagnosis.
2. List three needs that people dealing with a life-limiting illness, or their families or carers,
could have.
Tips: Try and think of one need for:




The person
The family
The carer.

Any answer that identifies an empathetic connection with the person on diagnosis.
3. Briefly describe one tool that can be used to assist in addressing the emotional concerns
that a person may be experiencing.
Tips: Review the tools for assessing emotional distress.
The Distress Thermometer is the most widely used rapid screening tool for assessing psychological
distress in people affected by cancer. [25] The Distress Thermometer (DT) is a thermometer that ranges
from 0 (no distress) to 10 (extreme distress). People use the tool to indicate their level of distress
over the course of the week prior to assessment. People who report high levels of distress can be
administered the accompanying 40-item problem list (PL), detailing common problems related to the
cancer experience. [26]
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Topic 2 Session 2

2.2 Supporting the person

An introduction to using a non-judgemental approach to ensure the person’s lifestyle, social,
spiritual and cultural needs are supported, and documented in the care plan by the relevant
healthcare staff member.

Aim: Develop an understanding of the holistic needs of people affected by life-limiting illness
and strategies for supporting them.
At the end of this session you should be able to:


Describe the common needs of people affected by a life-limiting illness



Reflect on various meanings of dying and death in today’s society and how they relate
to a person’s own experiences and needs



Describe key concepts associated with cultural safety and human rights



Identify elements of spiritual care when caring for someone with a life-limiting illness



Describe support strategies for the person, family and carers to express their needs
and preferences and report information to the supervisor.

Understanding difference
and diversity
Thinking Points
How well do you think care workers know
the people they care for?
How well do you need to know them?
Brainstorm possible responses and write
them down or discuss them as a group.

Video Resource
See Me Know Me. Meaningful Ageing
Australia. 3 min 25 sec [1]

Listen to each person’s story.
With your knowledge of holistic care and
person-centred care, consider the Patient
Dignity Question (see Topic 2.1) for each
person.

‘What do I need to know about
you as a person in order to provide
the care that you need?’
Within your role you will be caring for a wide
range of people, from differing backgrounds
and experiences with dying and death.
Not all these people will have the same beliefs,
spiritual needs, cultural background or opinions
as you. They do, however, have the same right
to hold those opinions and beliefs, as you have
to hold yours.
To provide holistic care we should think about
how we can provide individualised personcentred care considering each person’s specific
needs.
Everyone has the right to the best quality of
care. This means that a person’s needs, dislikes
and preferences; regarding lifestyle, social
needs, spiritual and cultural needs must be
considered when planning their care.
These aspects should be discussed during the
person’s initial assessment and outlined in their
care plan.
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Activity
Review these Conversation Starter
Statements. [2]
Ask someone you know to complete this
Conversation Starter Form and learn
more about their needs, or maybe try and
complete the form for yourself?

These Conversation Starters act as a prompt
to effectively communicate, develop a trusting
relationship and provide individualised care
based on holistic assessment.
Numerous social and cultural factors have
influenced the way that dying and death are
experienced by people in western societies,
including: [3–7]
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 can 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.
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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 hopelessness and
despair.
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 of others
dying and can be uncertain and fearful of what
can occur.
Others may be anxious about dying because
of the negative experiences of someone they
have known or heard about.

Thinking Points
Think about how you and your immediate
family react and respond to dying and
death.


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



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



How would these experiences
affect the care that you provide?

It is not the role of care workers to make
judgements about a person’s chosen lifestyle,
culture or spirituality, prior to, or during
the palliative care period when providing a
palliative approach to care. Nor is it the role
of the care worker to make judgements about
families and significant others. In performing
your role, you must learn to be flexible and
to adjust to the lifestyle and needs of your
clients in order to ensure that their dignity
is maintained, and that diversity is recognised
and embraced.

Brainstorm possible responses and write
them down or discuss them as a group.
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Understanding diversity
Thinking Points
What is diversity?
Brainstorm possible responses and write
them down or discuss them as a group.
Diversity is what makes a person or group
unique and is not just associated with ethnic
background.
Diversity can be reflected in a number of ways
including: [8–10]


Ethnicity and race



Culture



Language



Gender



Sexual orientation



Age and generation



Socioeconomic status



Level of ability



Religion, faith and other beliefs.

Video Resource
Cultural Awareness for Healthcare
Professionals – Promo (English version).
ClarkCollegeECD. 1 min 31 secs [11]

Stereotyping and human rights
Stereotyping occurs when an overgeneralized
belief/s about a culture, or sub-culture, gained
from-experience, the media, peers, literature
etc, is expected or assumed of all the people
in that group.
Prejudice is the attitude developed because
of a stereotype. This can lead to discrimination.
Discrimination is the behaviour change due
to stereotyping and prejudice.
Stereotyping in healthcare is never valuable
as it provides a barrier to see the individual
in a holistic view.
When stereotypes are held it can stop care
workers discussing important aspects of health
and wellness.
Legislation in Australia protects people and
workers against discrimination through
stereotyping and prejudice.
Our human rights are the values of each person
regardless of background, where we live, what
we look like, or what we think, or what we
believe. [13]
Part of your role is to ensure you are fully
aware of policy and protocols relating to work,
health and safety including discrimination
policy.
Discrimination can take many forms including
(but not limited to):

Diversity influences health beliefs and
practices, including beliefs about dying, death
and bereavement. [5, 8]



Sex, pregnancy, relationship status,
gender identity



Disability

Be careful not to assume a person’s preferences
on the basis of what they look like or how they
behave. Talk with the person, listen and within
your role discuss care options and needs to
ensure that people receive the right care, at the
right time. [9, 12]



Race



Age



Political or religious opinions.
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Culture-centred care
Thinking Points
What is culture?
Brainstorm possible responses and write
them down or discuss them as a group.

Culture is: [14–16]


The ‘lens’ through which we view the
world and interpret or make sense of
the experiences of life including illness,
dying and death



A set of patterns of thought,
behaviours, communication styles and
beliefs about life and death



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

Cultural groups can vary according to where
people live (urban, rural or remote regions) the
type of environment and education. A person
can belong to more than one culture and
diversity will exist within cultural groups.

In the context of dying and death, culture
can influence: [7, 12, 15, 16]


Language and communication styles



Beliefs about illness and ill-health



Family involvement in care



Expression of pain and other symptoms



Meaning of life, dying, death, and grief



Practices associated with care
immediately after death



Beliefs about what happens to the
body after death



Use of complementary and alternative
therapies.

Review the following video to identify differing
Cultural and religious perspectives on death and
dying from around the world.

Video Resource
Death & Dying: Cultural and Religious
Perspectives. School of Medicine
Vanderbilt University. 10 min 20 sec [17]

Within a culture there can also be subcultures.
Subcultures will develop their own rules
and norms.
Example


A young male



Grew up in
Australia
(Culture)



Born in Sudan
(Culture)



Plays
basketball
(Subculture)



Likes heavy
metal music
(Subculture).
PCC4U Care Worker Toolkit – Implementation Guide (April 2020) 93

Aboriginal and Torres Strait
Islanders
In 2016, an estimated 787,000 Australians
identified as being Aboriginal or Torres Strait
Islander (3.3% of the population). Of this group
91% were of Aboriginal origin, 5.0% were of
Torres Strait Islander origin and 4.1% identified
as both Aboriginal and Torres Strait Islander
origin. [18, 19]
A culturally safe, person-centred and
family-centred approach is central to care
for Aboriginal and Torres Strait Islander
communities recognising: [14, 15, 20–24]




Views of ‘health’ involve not only the
physical wellbeing of an individual,
but the social, emotional and cultural
wellbeing of the whole community
The place of dying and death is
culturally and spiritually significant.
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



Western health traditions of focusing
on healing the physical components of
illness need to include Aboriginal and
Torres Strait Islander traditions, values
and cultural practice



Basic rights must be respected



Equity of access; people living rurally
and remote, should have the same
access to healthcare as those people
in major cities



Community-based local approaches
to end-of-life care



Indigenous health professionals should
have a significant role in the delivery
of quality end-of-life care
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The impact of loss and grief for
Aboriginal and Torres Strait Islander
people is often compounded by earlier
experiences. These experiences can
impact an individual’s willingness
and ability to access and trust the
Australian health system.

Additional Resource
Review the following resource for
more information on ‘Sad news, Sorry
Business’. [25]

Video Resource
Review the following video on palliative
care for Aboriginal and Torres Strait
Islander people from the Australian
Government Department of Health
stating how it’s important to yarn about
palliative care.
Palliative Care 60 second cut down –
Aboriginal and Torres Strait Islander.
Australian Government Department
of Health. 1 min [26]

palliAGED Activity
Review the palliAGED Tips for
Careworkers: First Australians –
Communication and complete the
reflections. [27]

Thinking Points

Communication for culturally
and linguistically diverse (CALD)
people

How should you communicate with
people for whom English is a second
language?

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. [15, 28]
In 2016:


28% of Australians were born overseas



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



21% of Australians spoke a language
other than English at home. [29]

Within these diverse range of beliefs,
experiences and cultural backgrounds, the
needs of the people you care for will also
be diverse.
Regardless of their background, people
accessing care have rights, including to:

Brainstorm possible responses and write
them down or discuss them as a group.
Communication should not be patronising
or disrespectful.
Consider:


Who is present?



Being aware of gender and age
implications



Asking the person about their
understanding of the situation



Avoiding jargon and acronyms used
in the workplace



Describing / explaining medical
terminology



Receive accurate and easy-tounderstand information



Using visual aids to support
understanding



Make decisions when possible.



Slowing down your body language
and speech



Using plain language



Repeating important information



Addressing things, one at a time



Asking the person about their worries
or concerns



Asking the person their thoughts /
understanding of the situation.

Intercultural communication shares information
between people of different cultures where
language, nationality, ethnicity, values and
customs differ. Misunderstanding of words and
phrases can occur when communicating with
people from different cultures.
Some cultures rely more on behaviour, and
other forms of nonverbal communication
such as tone of voice, expression, eye contact,
gestures etc, rather than words.
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.
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Working with interpreters
People who speak little or no English require
a medical interpreter to communicate medical
information, prognosis and information for
health professionals.

Not all interpreters will have skills in conveying
bad news. Information can be altered or words
describing poor prognosis not interpreted at all.
Confidentiality can also be an issue where they
are a part of a small community or they know
the person and their family. [30]

When an interpreter is used to assist with communication, the following principles would
need to be considered: [30–32]
Nature of the meeting

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.

Terminology

Speak with the interpreter prior to the meeting to assess their
understanding of the terminology and concepts that will be mentioned
during the conversation.

Prior meeting

Allow time for the interpreter to briefly meet with the person and their
family prior to the meeting.

Plain language

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.

Include everyone

Include everyone involved in the conversation rather than only looking
at the interpreter.

Avoid

Avoid long speech segments and highly technical language.

Clarity

Clarify information with the interpreter regularly throughout the
conversation.

Ask

Ask the person and their family about their understanding and thoughts
on new information and allowing time for a response.

Allow time

Allow time at the end of the meeting for any questions or concerns
to be raised.

Counselling

Offer counselling or debriefing to the interpreter after the meeting
if the nature of the conversation was particularly distressing.
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Activity
Should family or friends be used
as interpreters?

 False
 True 
It may be appropriate at times to
exchange information on general care
and activities of daily living.
It is not an appropriate strategy to discuss
information related to illness, treatment
or prognosis.
Asking a person who has not been
professionally trained as a medical
interpreter can cause:


Inaccuracies in information



Altered or distorted information



Lack of information possibly
related to ‘truth telling’



Breach of confidentiality



Invalid consent.

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Culturally responsive
care – communication and complete the
reflections. [33]

Cultural safety
Quality care at the end of life can only be
achieved when it is culturally appropriate to the
needs of individuals and communities – which
includes families, kinships and clans. [34]

Thinking Points
What can you do to practice cultural
safety within your role?
Learn about cultures that are different
to your own
Understanding other cultures, what culture
means to a person with a life-limiting illness,
their family and carers and how cultural issues
impact on the care that the person is receiving
are essential skills for a palliative care worker.
Many people have limited knowledge of other
cultures and customs. If this is true for you,
then you should acknowledge this and seek
to learn more. This ensures that you respect
the cultural beliefs of the people that you are
supporting and that you don’t cause offence.
Respect language and word choice
Be sensitive to the language and words that
you use when working with people.
Different cultures may have different ways
of talking about and thinking about illness and
death. It is important to try to understand what
these language differences may mean for care,
and the way that people express their needs.
These language differences also extend
to different age groups.
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Respect customs and practices
Be sensitive to, and respect customs and
practices that are different from your own –
including beliefs around dying and death that
may differ from your own approach.
Understand cultural beliefs
Cultural beliefs provide a structured pattern
of behaviour for people and can also provide
comfort as they manage their illness. These
beliefs are very important at the time of death,
when people are coping with strong feelings of
loss and confront their own mortality (thoughts
about death) in ways that they have not
previously done.

Activity
Review Community Profiles for Health
Care Providers (Queensland Health,
2011) [35] to identify communication
and health beliefs and practices within
differing cultures across Australia. Reflect
upon the similarities and / or differences
in two community groups.

It is important to acknowledge cultural diversity
and to provide care and support according to
people’s preferences. Your personal attitudes
and beliefs can block or distort how you
perceive people from different cultures and
groups if you allow them. [8, 14, 15, 36, 37]
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 racism, to ensure that their services
are viewed as safe by the person receiving
care. [16, 38]
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Cultural safety extends beyond cultural
awareness and cultural sensitivity and aims
to ensure that care provided: [14, 15, 20–22]


Meets cultural needs and promotes
feelings of being safe



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



Is mindful of culture



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

A culturally safe approach to palliative care
requires care workers to: [14, 15, 20–22]


Accept that everyone has their own
unique culture



Understand that individual views of the
world, health, illness, dying and death
are influenced by culture



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



Foster open, honest and
compassionate, professional
relationships



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



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)



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



Video Resource

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



Act respectfully in order to empower
the person



Promote shared respect, meaning,
knowledge and experiences.

The spiritual dimension of care
Western societies tend to place emphasis on
the physical aspects of end-of-life care. Some
other cultures place emphasis on the more
holistic and spiritual aspects of care.
Discussions should be held with the person
with a life-limiting illness and their family,
to understand their individual preferences
for spiritual care. When people experience
loss, such as a life-limiting diagnosis, they can
undergo a spiritual struggle while they search
for meaning and purpose.
Spirituality means different things to different
people. For some people, spirituality comes
from their religious beliefs and commitments
or the recognition of a higher power or a
connection with others. Spirituality can involve
a person’s thoughts, memories and experiences
which give coherence to their life.

Aged Care Quality Standards: a message
for personal carers. Meaningful Ageing
Australia. 1 min 50 secs. [41]
When addressing spiritual needs: [40, 42–44]


Respect the person’s perspectives
and do not breach privacy



Involve all members of the
multidisciplinary team



Ensure spiritual needs have been
documented in the care plan



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



Ensure that specific religious care is
provided by a person from the same
faith community if relevant.

Spiritual conversations involve open
discussions with people about their spiritual
needs, recognising spiritual struggles, distress,
pain, conflicts, resources of strength and belief
and practices that impact the health of the
individual. [45]

At times you may feel ill-equipped to respond
to the spiritual aspects 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 person-centred care. [39, 40]
Review the following video on spirituality
and healthcare workers.
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Settings


Identify places where the person feels
safe



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

Stories


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



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

Systems of belief


Ask the person / family to explain their
rituals and beliefs



It is important to respect and supports
these beliefs



Arrange a visit from an accredited
religious practitioner, if requested



Prepare for the end of life. Ensure
that any specific rituals are well
documented. [46]

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Spiritual Care and complete
the reflections. [47]
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Case Study: Scene 5
Benjamin’s condition is progressing, and
he acknowledges that he is dying. Dan,
the palliative care nurse has been asked
to visit Benjamin and Jan at home to
review what support they need in
preparing for the end of life. During the
visit, Benjamin talks with Dan about what
dying means and what is important to him
at this time. Benjamin starts to explore
what will happen when he dies.
Reflect upon Benjamin’s spiritual needs
at this time and the clinicians’ responses
to meet his needs.
Review the following video: Benjamin
discusses spirituality with Dan, the
Palliative Care Nurse before moving
to the aged care home. 3 min 29 secs

Transcript
Benjamin and Dan out on the veranda
Benjamin: Thanks for coming Dan, it’s a big
day for me today, what with moving into
the Aged Care Home and all. I guess I just
wanted to talk about it really.
Jan gets so upset when we talk about me
moving out. It needs to be done though, me
moving to the home. She’s running herself
ragged trying to look after me. I can’t do
much anymore.
(Thoughtful pause)
I think Jan sees it as the next step to me
dying, that’s why she doesn’t want to talk
to me about it
Silence
I am going to die soon aren’t I?
How long have I got?
Dan: Your condition has deteriorated over
the past couple of weeks. I’m so sorry
Benjamin but, yes, you will die soon. It’s
very difficult to say exactly when. Everyone
is slightly different, but there are some
common paths we see with lung cancer.
Benjamin: So getting to the end… my
breathing will get strange, I’ll sleep more
and probably not be able to get out of bed
anymore? That right?
To be honest, Dan, I don’t feel the end
is too far away.
Dan: Yes Ben, I think we are looking
at a month or two.
Benjamin: Yeah, figured as much.
Dan: How does that make you feel?
Benjamin: I’ve found it really hard not being
able to talk to Jan about this… death thing.
She just doesn’t want to talk about it at all.
I’ve been chatting with Jason

We talk in the small hours about death;
what happens. I’ve found myself really
thinking; what was the point of my life?
I look at my Jan, Jason and Rose I feel I’m
the richest person in the world, not with
money, I don’t have much of that, I’m not
a wealthy man, but I’m rich with the love
of my family and the relationship that we
all have. That’s really reassuring, you know,
for me to know, when I do die that Jan and
the kids have each other.
Dan: It’s good to know you’ve been having
these talks with Jason. Have you spoken
with anyone else about how you feel?
Benjamin: It’s funny how people don’t want
to talk about death, don’t you think? When
we’re born, it’s a big celebration, everyone
comes and wants to see the new baby
and celebrate. When you die, sure, people
have come to see me but it’s this big taboo
subject, you know? DEATH! They just don’t
want to talk about it, they do anything they
can to avoid the subject and talk around it;
what they’re doing at the weekend, how Jan
is, do I feel okay? But they’ll quickly change
the subject if it gets close to talking about
the end. I really need to talk it… about the
soul stuff? Is it the end? Dead, done, that’s
it? I don’t really believe that, and my faith
has actually helped me try and understand
what’s going to happen. I’ve had some really
good chats with Father Michael about it.
At least knowing I’m about to die, I’ve been
able to let people know how much they
have meant to me in my life. I guess not
everyone knows the end is coming and miss
that opportunity? (shrugs) That means a lot
to me, to be grateful and respectful of the
life I’ve been given.

Points to Jason in the background loading
the car with boxes
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Transcript continued
Of course I feel a bit angry about the
stuff I’m going to miss, and guilty for the
promises I made Jan that I can’t keep now;
you know to see my kids get married,
settle down, sit on the veranda with our
grand-kiddies watching the world go by!!
My daughter had a good idea; she said
I should write a letter for every event
that I want to be there for, you know…
weddings, big birthdays. Actually, me and
Jan, it’s our 30th wedding anniversary
next year. I know I won’t be here for that.
I talked with the fancy florist in town and
paid for an enormous bunch of flowers
to be delivered on the day and I’ve given
them a letter and card too. I think she’ll
like that.
Fades out.

Thinking Points
What does Benjamin state to be
important to him at this time?
What specific strategies does Dan use
to respond to Benjamin’s question:
‘I am going to die soon aren’t I?’
Brainstorm possible responses and write
them down or discuss them as a group.
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It is important to be aware that conversations
regarding spirituality can occur at any
given time, sometimes completing a simple
task such as picking a flower can instigate
deep, philosophical conversation regarding
spirituality. You will not be expected to have
all the answers to the meaning of life, or to
provide counselling. You are not a trained
counsellor. Being available as an empathetic
listener is vital.
Empathy is the ability to appreciate another’s
situation and understand how they feel. [48]
It shouldn’t be confused with sympathy which
is pitying another’s condition.
Compassion is the ability to have a deep
awareness of suffering and a wish to relieve
it. Providing care that is both empathetic and
compassionate opens communication and
allows a trusting relationship to develop.
Conversations surrounding spirituality, religion,
culture, personal values and needs should occur
with the person and with family members if
possible. Ensuring there is a shared vision is
vital to avoid confusion. These conversations
should also be revisited, as concepts and needs
can change over time; this can impact care
provision in the palliative end-of-life phase.
Specific spiritual / religious rituals should be
followed if requested. It’s important that
conversations occur about what exactly is
requested and that assumptions aren’t made
regarding culture and religious beliefs. It is
not important to follow the same religion
or share the same principles. It is important
that empathetic communication occurs
that sensitively asks the relevant questions
surrounding the persons needs and requests.

People will have different needs and requests,
for example:


To understand the expected physical
deterioration



To remain as independent as possible
for as long as possible



To be involved in care decisions



Have pain and unwanted symptoms
controlled



To have trusting relationships with care
workers and the treatment team



Be able to discuss spiritual and religious
concerns



To know that their religious and
spiritual requests will be adhered to



To be treated with respect and dignity.

Barriers to spirituality can include the
loss of religion due to psychological stress
from illness, lack of health staff to talk to
and altered relationships of people around
them due to illness. For example, parents’
relationship breakdown due to a dying child
or communication problems with a spouse
due to not wanting to upset an already fragile
situation. [49]
Care workers need to be able to identify these
tensions and escalate concerns. It is important
to not make any judgemental comments or
to try and influence any religious or spiritual
beliefs.
Compassionate care can be provided through
effective listening and referring on for relevant
support to supervisors, care teams, religious or
spiritual leaders and cultural liaison officers.

Understanding different needs
As a care worker you will have opportunities
to meet people from differing cultures,
religions, gender and abilities. It is important
to remember that just as we have rights to our
opinions and belief systems, they do too. It is
important to be able to properly assess and
document our findings to provide a holistic,
person-centred understanding of needs
for all members of the multidisciplinary team
to follow.
As workers in the healthcare industry we
have a ‘duty of care’ to take actions to prevent
harm to others. This harm can be physical,
psychological or both. We may not agree with
the opinions or beliefs of others, but we have a
responsibility to provide care that is unbiased.
This means we must provide the same level of
care to everyone regardless of race, sex, marital
status etc. whether we agree with their belief
systems, or not.
Each person requiring a palliative approach
to care has different needs relating to:
Social need
Isolation and withdrawal from society can be an
escalating problem. Particularly with issues of
self-esteem and body image as individuals may
lose independence or have surgical procedures
that radically affect their appearance
and confidence. Verbal and non-verbal
communication of caring and concern, including
listening and ‘being there’, empathising,
reassuring and showing compassion have been
highlighted as key social skills to assist people
with long-term health concerns. [50]
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Personal supports and relationship needs
There are many coping strategies that people
adopt to try and develop understanding of their
illness and impending death.
Many people need to identify meaning in
their life and will spend time questioning their
existence and the meaning of life.
Every person will react differently to their
specific illness, relationships and disease
progression. Patients reactions may be of
anger, guilt, denial, resignation and acceptance.
Some of the coping strategies used can include
avoidance of dealing with the subject, severity
of the illness and impending death.
Access to psychologists and trained counsellors
can help people talk, identify coping strategies
for themselves, and maintain important family
relationships.
Sexuality and intimacy needs
Potential pain, fatigue, weight loss and body
image issues due to surgery or muscle wastage
can all affect sexual responses. [40] Emotions can
also inhibit sexual responses. It is important
that people talk with their partners about any
concerns. Concerns can also be escalated for
counselling either individually, or as a couple.

It may be advisable for partners to discuss an
Enduring Power of Attorney (discussed in topic
2.3) arrangement that would provide the ability
for partners to remain involved in important
decision-making processes.
Emotional needs
Encouragement should be given to discuss
any issues with family or close friends. Due
to family dynamics this may not always be an
option. Family meetings are important for all
relevant people involved in care to highlight
their concerns and provide input into a relevant
treatment plan that meets everyone’s needs.
Other options are to discuss emotions with a
trained counsellor or general practitioner (GP).
The Needs Assessment Tool can be completed
and taken to the GP to help identify the level
of support required. [52]
The Needs Assessment Tool hyperlink:
https://www.caresearch.com.au/caresearch/
tabid/2116/Default.aspx
Financial and legal supports

The development of trusting relationships to
encourage open communication with members
of the lesbian, gay, bi-sexual, transgender and
intersex community is vital. Some individuals
will ‘screen’ care workers to determine if
they can trust the care worker and if they
will provide the support they require. Open
communication and empathetic listening
is important to encourage the development
of this trusting relationship. [51]

Palliative care costs are generally covered
through Medicare or private insurance. [53]
There may be some out-of-pocket expenses
especially with medications and equipment.
It is important that people who are struggling
financially seek support. Licenced financial
advisors can provide advice (fees apply).
People should be encouraged to speak to their
banks early on if struggling financially, it is
also important that both partners have access
to bank accounts to ensure financial security.
This may also include formally appointing an
Enduring Power of Attorney to retain financial
decision-making abilities and access to bank
accounts.

There may also be some issues at the end of life
with decision-making responsibilities for people
in relationships not recognised by the law.

Discussions surrounding advance care planning
should also be considered when moving
to a palliative diagnosis.
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Documenting needs in the care plan
The phases that a person will go through on entry to the healthcare system include: [54]
Assessment

Holistic assessment of the patients’ needs and level of dependence vs
independence

Planning

Team care plan development to meet the holistic, individual needs identified

Implementing

Conducting care delivery as identified in the care plan

Evaluating

Reviewing the care provision and outcomes. Were the goals of care met?

During the assessment phase, information regarding the persons usual activities of daily living
(ADL’s) are identified. [55] Statements are made regarding the person’s ability to complete the ADL’s
and how dependant or independent they may be. The ADL’s include all the routine tasks and
events that are completed daily.
Activities of daily living
Maintaining a safe environment


Risk assessment for daily activities.



Is the person at risk of falling over?



Are they at risk of wound development?

Communication


Wearing of glasses or hearing aids?



Is English their first language?



Is there a communication difficulty?

Breathing


Are they a smoker?



Any breathing issues or shortness of breath?

Eating and drinking


Are they eating?



Have they lost or gained weight recently?



How much fluid do they drink daily?



Do they drink alcohol? If so, how much and when?
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Activities of daily living
Elimination


Bowel or bladder issues.



Any issues with nausea or vomiting?

Washing and dressing


Can they independently wash and dress?



Do they shower or have a bed bath?

Controlling temperature


Do they have issues regulating their temperature?



Do they have a very low or high temperature?

Mobilisation


Can they walk independently? Do they use a mobility aid such as
walking stick or a four-wheeled-walker?



Are they able to get out of bed?

Working and playing


Are they working, studying or retired? What occupies their day?

Sleeping


Quantity and quality of sleep.



Do they need sedatives to sleep?



Do they have a bedtime routine they would like to stay with?

Sexuality (not always relevant to be asked)


Are they married, separated?



Do they have children?

Death and dying (not always relevant to be asked)
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Religion or spirituality.



Any legal documentation surrounding death: advance care
plan / directive.



Do they have an Enduring Power of Attorney?

Goals of care and end-of-life
care strategies
The holistic information that is obtained is
then reviewed. Any issues identified (using
the Patient Dignity Question) will then be
developed into a care plan.
Review again Benjamin’s holistic care issues
that were identified.
Physical

Thinking Points
Which is the most severe, dangerous issue
that would need to be prioritised above
all other issues? Identify the top five (5)
priorities.
Difficulty breathing
This may be a life-limiting issue if not
quickly resolved
Chest pain
This may be a life-limiting issue if not
quickly resolved



Difficulties breathing



Nausea



Chest pain

Feeling scared



Fatigue.

Strong emotions such as feeling really
scared can impact other ADL’s such
as maintaining a safe environment,
breathing, communication and elimination

Emotional


Loneliness



Frustration



Depression



Anxious



Scared.

Social


Isolated from friends and community



Feels like he is letting Jan down



Worried how Jan may be coping.

Spiritual


Unable to attend church



Misses the fellowship.

Fatigue (feeling incredibly tired)
Fatigue may impact other ADL’s such
as eating and drinking, mobilising and
sleeping
Worried about how Jan is coping
When people are anxious it can impact
other ADL’s such as maintaining a safe
environment, breathing, communication
and elimination. It is easily managed by
involving the allied health team to assist
Jan with some additional resources
at home.

Cultural


Outdoors person and feels confined



loss of status within the family.
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Care Plans – Adjusting care
to meet individual needs
Goals of care need to be as detailed as possible
so that it is very clear what is trying to be
achieved and by when.
S

Specific

M Measurable

A

Achievable

Stay as specific as possible,
when goals are vague it is
difficult to understand if the
goal has been met, or not.
Add a measurable
component so that it is
very clear how severe the
problem may be
There is no point setting
goals that are not
achievable. It may cause
anxiety and stress for the
person if they feel they are
not achieving set goals

R

Realistic

Set goals that are realistic
and not too advanced

T

Time Frame

Set a time frame for review
of the goal

Activity
Discuss as a group one relevant goal for
Benjamin supporting his lifestyle, social,
spiritual and cultural choices, ensuring the
goal is SMART.
Did you identify that developing a goal
to help Benjamin with the concern he
feels for Jan, and her ability to cope,
will support Benjamin’s lifestyle, social,
spiritual and cultural choices?
Lifestyle
Assisting with Jan’s ability to cope will
ensure Benjamin is able to spend more
quality time with Jan and reduce both
of their stress levels
Social
Organising for a relevant counsellor or
pastoral carer can ensure both Jan and
Benjamin talk through their concerns
and provide opportunities to discuss
important information
Spiritual
Ensuring quality time for Benjamin and
Jan together will alleviate some of their
feelings of loneliness and stress
Cultural
Benjamin still feels the need to support
his wife and protect her even though
he is very unwell himself.

108 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Goal: Aim to alleviate stress for Benjamin
by providing a pastoral carer twice
a week to discuss both his and Jan’s
feelings and concerns whilst Benjamin
is in the aged care home.
S

The goal is specific – the pastoral
carer will attend twice a week

M The goal has a measurable
component – twice a week while
Benjamin remains in the aged care
home
A

This goal is achievable

R

The goal is realistic for Benjamin,
Jan and the Pastoral Carer

T

The time factor of ‘while Benjamin
remains in the aged care home’
has been stated.

Goals are set and reviewed by the healthcare
team. You will be providing the care, so you
need to understand the goal and why the care
has been implemented. If you are unsure at
any stage always check with your supervisor.
Any variations from the care plan, or any
changes that occur to impact Benjamin’s safety
need to be discussed immediately with your
supervisor.

Handover periods between shifts are when
important information is communicated from
one shift to another. It is very important that
the team leader / supervisor has been made
fully aware of any issues or variations in care
that have occurred so the details can be
safely and effectively communicated to the
next shift. The issue, how it was resolved, and
whether it was resolved successfully will be
communicated, as well as any ongoing care
needs.

Documentation requirements
Important conversations and care plans
including the effects of treatment need
to be documented in the notes by the
multidisciplinary team. This ensures that
all members of the team (Doctors, Palliative
Care Team, Physiotherapists, Nurses etc,)
all document in the same place so that
everyone is aware what is happening
and what the plan of care is.
Other reasons for documenting care include:


Evidence of the care provided



Audit and accreditation purposes



Research purposes



Funding.
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Guidelines for case notes



One single line to cross out entry
and initials Benjamin was very sad and
depressed today (AB) Benjamin stated
he was ‘unhappy and feeling depressed’
today.



Write in black pen



Person’s name on every page



Date DD/MM/YYYY and time
(24 hr clock) 02/06/2020 1500



Legible writing



Date and time written in left margin



Sign your name at the end



Chronological order





Objective (factual) information
only / not subjective (‘I think’
comments)
Benjamin was very sad and depressed
today

Include your surname in capital letters
and your job role Alice Berry (BERRY)
Care Worker



Errors should be marked with
a single line and your initials written
next to the error

Legal and ethical requirements
Do not:


Use correction fluid



Scribble out errors



Use pencil.

Collection use and storage
of information
The National Safety and Quality Healthcare
Standards [56] outlines responsibilities regarding
documentation:
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Make the healthcare record available
to clinicians at the point of care



Support the workforce to maintain
accurate and complete healthcare
records



Comply with security and privacy
regulations



Support systematic audit of clinical
information.

Privacy, confidentiality
and disclosure

Goals for care should be realistic and
achievable and evaluated at regular intervals.

Information regarding an individual’s physical
or mental health and wellbeing is both personal
and sensitive. [56] There are many ethical,
professional and legal restrictions on the way
this information can be used.

The documentation of care is legislated through
government protecting people’s privacy and
confidentiality. Local policy and procedures
will also apply and need to be understood and
followed to protect the public.

People assume all communications with their
clinicians are private, and the law reflects this
expectation. The confidentiality or privacy
of most health information is protected by
statutory or common law requirements of
confidentiality and privacy. However, the
precise legislative requirements vary between
states and territories.

Summary
In this session we explored the spiritual needs
of a person with life-limiting illness. We looked
at challenges that they, and their families face
as well as screening strategies used to better
understand their sources of distress.
Through Benjamin’s story, we looked further
into individual spiritual beliefs and values, and
how these are important to a person who is
facing death.

Additional Resource
The Palliative and Supportive Care
Education (PaSCE) team is proud to offer
this new educational video resource. The
video is made for health professionals
working with Aboriginal people, especially
those originating from the West
Kimberley region. The ladies from the
Yiriman Project wanted to be involved
in this health professional resource and
share their cultural beliefs and what was
important to them around end-of-life
care. [57]
Culturally Appropriate Palliative Care
in the West Kimberley. Cancer Council
WA. 27 min 20 secs

To care effectively, holistic assessment needs
to occur that accounts for all aspects of an
individual’s lifestyle. Holistic care ensures
that care delivery is respectful of culture and
individual needs, human rights and is personcentred.
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Topic 2 Session 2
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. How can health services create a culturally safe care environment?
Tip: Think about what you would want to feel culturally safe if you were the person.












Accept that everyone has their own unique culture
Understand that individual views of the world, health, illness, dying and death are influenced
by culture
Engage with all people as individuals in a culturally safe and respectful way
Foster open, honest and compassionate, professional relationships
Be aware and mindful of their personal attitudes and values towards gender, race, religion
and sexuality
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)
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
Understand that all members of a cultural group do not have traditional health needs, lifestyles
or beliefs about care, dying and death
Act respectfully in order to empower the person

2. Describe care that you have either received or witnessed that was provided in a culturally
safe way?
Tip: Think about what made it culturally safe?
Personal reflective answer
3. How can you gain a holistic view of the person’s lifestyle?
Tip: Who could support you to answer this question about the individual?
Talk with the person, their family and carers to identify holistic aspects of the person’s lifestyle
and subsequent care needs.

112 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Topic 2 Session 2
References
1.

Meaningful Ageing Australia, See Me Know Me. 2019. p. 3:35 min.

2.

Meaningful Ageing Australia. See me. Know me. My Conversation Starters. ND [cited 2020 Jan 23]; Available from:
https://seemeknowme.org.au/wp-content/uploads/2019/02/SeeMeKnowMe-My-Convo-Starters-A4.pdf.

3.

Australian Bureau of Statistics, Changing Patterns of Mortality in Australia, 1968-2017. 2018, ABS: Canberra.

4.

Australian institute of health and Welfare, Australia’s Health 2018. 2018, AIHW: Canberra.

5.

Murray, S.A., M. Kendall, G. Mitchell, S. Moine, J. Amblàs-Novellas, and K. Boyd, Palliative care from diagnosis to death.
BMJ, 2017. 356.

6.

Anderson, J.R., D. Biro, and P. Pettitt, Evolutionary thanatology. Philosophical transactions of the Royal Society of
London. Series B, Biological sciences, 2018. 373(1754): p. 20170262.

7.

Wiener, L., D.G. McConnell, L. Latella, and E. Ludi, Cultural and religious considerations in pediatric palliative care. Palliative
& Supportive Care, 2013. 11(1): p. 47-67.

8.

Hayes, B., A.M. Fabri, M. Coperchini, R. Parkar, and Z. Austin-Crowe, Health and death literacy and cultural diversity:
insights from hospital-employed interpreters. BMJ Support Palliat Care, 2017.

9.

Crawford, T., S. Candlin, and P. Roger, New perspectives on understanding cultural diversity in nurse-patient communication.
Collegian, 2017. 24(1): p. 63-9.

10. Jhutti-Johal, J., Understanding and coping with diversity in healthcare. Health Care Anal, 2013. 21(3): p. 259-70.
11. ClarkCollegeECD. Cultural Awareness for Healthcare Professionals - Promo (English version). 2011 22 May 2020]; Available
from: https://www.youtube.com/watch?time_continue=72&v=Gxp_7aRA_tQ.
12. Halm, M.A., R. Evans, A. Wittenberg, and E. Wilgus, Broadening cultural sensitivity at the end of life: an interprofessional
education program incorporating critical reflection. Holistic Nursing Practice, 2012. 26(6): p. 335-349.
13. Australian Human Rights Commission. What are human rights? 2013 [cited 2020 26 March]; Available from: https://
www.humanrights.gov.au/about/what-are-human-rights.
14. Bozorgzad, P., R. Negarandeh, A. Raiesifar, and S. Poortaghi, Cultural Safety: An Evolutionary Concept Analysis. Holist
Nurs Pract, 2016. 30(1): p. 33-8.
15. Laverty, M., D. R McDermott, and T. Calma, Embedding cultural safety in Australia’s main health care standards. Vol. 207.
2017. 15-16.
16. Huntir, A. Cultural safety crucial in Aboriginal and Torres Strait Islander healthcare. 2018 [cited 2018 7/11/2018]; Available
from: https://palliativecarensw.org.au/new/cultural-safety-crucial-in-aboriginal-and-torres-strait-islander-healthcare/.
17. Vanderbilt University School of Medicine, Death & Dying : Cultural and Religious Perspectives. 2017, YouTube. p. 10:20
min.
18. Australian Bureau of Statistics. Cultural Diversity in Australia. 2016 Census Data Summary. 2017 April 2018];
Available from: http://www.abs.gov.au/ausstats/abs@.nsf/Lookup/by%20Subject/2071.0~2016~Main%20
Features~Cultural%20Diversity%20Data%20Summary~30.
19. Australian Institute of Health and Welfare. Australia’s health 2015. Australia’s health series no. 16. AUS 221 2015
09/06/2015 [cited 2018 24/06/2019]; Available from: https://www.aihw.gov.au/reports/indigenous-health-welfare/
indigenous-health-welfare-2015/data.
20. Taylor, K. and P. Guerin, Health care and indigenous Australians: cultural safety in practice. 2010: Palgrave Macmillan.
21. Richardson, S. and T. Williams, Why is cultural safety essential in health care? Med Law, 2007. 26(4): p. 699-707.
22. Phiri, J., E. Dietsch, and A. Bonner, Cultural safety and its importance for Australian midwifery practice. Collegian, 2010.
17(3): p. 105-11.
23. Indigenous Allied Health Australia, Cultural Responsiveness In Action: An IAHA Framework. 2015.
24. Palliative Care Australia. Improving access to quality care at the end of life for Aboriginal and Torres Strait Islander
Australians. 2015; Available from: http://palliativecare.org.au/wp-content/uploads/2015/08/PCA-Palliative-care-andIndigenous-Australians-position-statement-updated-16-8-11.pdf.
25. State of Queensland. Sad news, sorry business Guidelines for caring for Aboriginal and Torres Strait Islander people through
death and dying (version 2). 2015; Available from: https://www.health.qld.gov.au/__data/assets/pdf_file/0023/151736/
sorry_business.pdf.
26. Australian Government Department of Health, Palliative Care 60 second cut down - Aboriginal and Torres Strait Islander.
2018. p. 1:00min.
27. palliAGED. Tips for Careworkers: First Australians - Communication. 2019 [cited 2020 Jan 23 2020]; Available from:
https://www.palliaged.com.au/Portals/5/Documents/Practice-Tip_Sheets/First-Australians-CommunicationCareworkers.pdf.
28. Australian Bureau of Statistics. Feature article 2: Australia’s cultural and linguistic diversity. 2010 [cited 2016 June 7];
Available from: http://www.abs.gov.au/ausstats/abs@.nsf/Previousproducts/1301.0Feature%20Article32009
%E2%80%9310?opendocument&tabname=Summary&prodno=1301.0&issue=2009%9610&num=&view=.
29. Australian Bureau of Statistics. Census of Population and Housing: Reflecting Australia - Stories from the Census, 2016
2017; Available from: https://www.abs.gov.au/ausstats/abs@.nsf/Lookup/by%20Subject/2071.0~2016~Main%20
Features~Cultural%20Diversity%20Data%20Summary~30.
30. Broom, A., P. Good, E. Kirby, and Z. Lwin, Negotiating palliative care in the context of culturally and linguistically diverse
patients. Internal Medicine Journal, 2013. 43(9): p. 1043-1046.

PCC4U Care Worker Toolkit – Implementation Guide (April 2020) 113

31. Butow, P.N., M. Sze, M. Eisenbruch, M.L. Bell, L.J. Aldridge, S. Abdo, M. Tanious, S. Dong, R. Iedema, J. Vardy, R. Hui,
F. Boyle, W. Liauw, and D. Goldstein, Should culture affect practice? A comparison of prognostic discussions in consultations
with immigrant versus native-born cancer patients. Patient Education and Counseling, 2013. 92(2): p. 246-252.
32. Ministry of Health NSW, Interpreters - Standard Procedures for Working with Health Care Interpreters, in Policy Directive.
2006.
33. palliAGED. Tips for Careworkers: Culturally Responsive Care - Communication. 2019; Available from: https://www.
palliaged.com.au/Portals/5/Documents/Practice-Tip_Sheets/Culturally-Responsive-Care-CommunicationCareworkers.pdf.
34. Aboriginal and Torres Strait Islander Health Branch, Sad News, Sorry Business: Guidelines for caring for Aboriginal and
Torres Strait Islander people through death and dying. 2011, Queensland Health.
35. Abbato, S., Community Profiles for Health Care Providers, Division of the Chief Health Officer, Editor. 2011, Queensland
Health: Brisbane.
36. Givler, A.M.-F., Patricia A, Cultural Competence in Pain and Palliative Care. [Updated 2018 Apr 5]. 2018: StatPearls
Publishing.
37. Department of Health Victoria. Managing personal, emotional, cultural and spiritual needs in palliative care 2018
[cited 2019 July 17]; Available from: https://www2.health.vic.gov.au/hospitals-and-health-services/patient-care/olderpeople/palliative/palliative-emotional.
38. Nguyen, H.T., Patient centred care. Cultural safety in indigneous health. Australian Family Physician, 2008. 37(12):
p. 990-994.
39. Broeckaert, B., Spirituality and palliative care. Indian journal of palliative care, 2011. 17(Suppl): p. S39-S41.
40. Vilalta, A., J. Valls, J. Porta, and J. Viñas, Evaluation of spiritual needs of patients with advanced cancer in a palliative care
unit. Journal of palliative medicine, 2014. 17(5): p. 592-600.
41. National Guidelines for Spiritual Care in Aged Care, Aged Care Quality Standards: a message for personal carers. 2019,
Meaningful Ageing Australia: Australia. p. 1:50 min.
42. Forouzi, M.A., B. Tirgari, M.H. Safarizadeh, and Y. Jahani, Spiritual Needs and Quality of Life of Patients with Cancer.
Indian journal of palliative care, 2017. 23(4): p. 437-444.
43. Richardson, P., Spirituality, religion and palliative care. Ann Palliat Med, 2014. 3(3): p. 150-9.
44. Mesquita, A.C., E.C.L. Chaves, and G.A.M. Barros, Spiritual needs of patients with cancer in palliative care: an integrative
review. Current Opinion in Supportive Palliative Care, 2017. 11(4): p. 334-340.
45. Puchalski, C.M., B. Lunsford, M. Harris, and R. Miller, Interdisciplinary spiritual care for seriously ill and dying patients:
a collaborative model. The Cancer Journal, 2006. 12(5): p. 398-416.
46. Rumbold, B.D., A review of spiritual assessment in health care practice. Medical Journal of Australia, 2007. 186(10):
p. S60-2.
47. palliAGED. Tips for Careworkers: Spiritual Care. 2019 [cited 2020 Jan 23 2020]; Available from: https://www.palliaged.
com.au/Portals/5/Documents/Practice-Tip_Sheets/Spiritual-Care-Careworkers.pdf.
48. Sinclair, S., K. Beamer, T.F. Hack, S. McClement, S. Raffin Bouchal, H.M. Chochinov, and N.A. Hagen, Sympathy, empathy,
and compassion: A grounded theory study of palliative care patients’ understandings, experiences, and preferences. Palliative
medicine, 2017. 31(5): p. 437-447.
49. Atashzadeh-Shoorideh, F., N.S. Zakaryaee, and M. Fani, The barriers and facilitators in providing spiritual care for parents
who have children suffering from cancer. Journal of family medicine and primary care, 2018. 7(6): p. 1319-1326.
50. Spatuzzi, R., A. Vespa, P. Lorenzi, G. Miccinesi, M. Ricciuti, W. Cifarelli, M. Susi, T. Fabrizio, M.G. Ferrari, M. Ottaviani,
M.V. Giulietti, F. Merico, and M. Aieta, Evaluation of Social Support, Quality of Life, and Body Image in Women with Breast
Cancer. Breast care (Basel, Switzerland), 2016. 11(1): p. 28-32.
51. CareSearch. Gay, Lesbian, Bisexual, Transgender. Clinical Evidence 2012 [cited 2013 August 1]; Available from: http://
www.caresearch.com.au/caresearch/tabid/1291/Default.aspx.
52. Caresearch. Needs Assessment Tool for Carers of People with a Chronic Condition (NAT-CC),. 2012 [cited 2020 06 MAR];
Available from: https://www.caresearch.com.au/caresearch/tabid/2116/Default.aspx.
53. CareSearch. Financial help and advice. 2017 [cited 2020 JAN 28 2020]; Available from: https://www.caresearch.com.au/
caresearch/tabid/1088/Default.aspx.
54. Wingard, R., Patient education and the nursing process: meeting the patient’s needs. Nephrology Nursing Journal,
2005. 32(2): p. 211-215.
55. Mooney, M. and F. O’Brien, Care plans. Developing a plan of care using the Roper, Logan and Tierney model. British Journal
of Nursing, 2006. 15(16): p. 887-892.
56. Australian Commission on Safety and Quality in Health Care. NSQHS Standards Action 1.16. 2019 [cited 2020
JAN 29 2020]; Available from: https://www.safetyandquality.gov.au/standards/nsqhs-standards/clinical-governancestandard/patient-safety-and-quality-systems/action-116.
57. Cancer Council WA, Culturally Appropriate Palliative Care in the West Kimberley. 2019, Cancer Council WA: Australia.
p. 27:20 min.

114 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Topic 2 Session 3
2.3 Supporting communication

An introduction to communication techniques for supporting the person in palliative care.

Aim: Develop an understanding of effective communication principles when interacting with
people affected by life-limiting illness.
At the end of this session you should be able to:


Identify supportive communication strategies used to support the person’s quality of life,
pain management and comfort



Communicate with the person, their family, carers and significant others in a manner that
shows empathy and provides emotional support



Identify evidence-based strategies used to respond to the needs and concerns of people
with life-limiting illnesses.

Communication principles
People communicate to meet specific needs,
such as:








Physical needs – Communicating
with others helps to maintain physical
health. People who are isolated from
others are two to three times more
likely to die earlier than those who talk
about their problems. [1] By interacting
about physical needs people can
communicate care preferences, care
needs and end-of-life care wishes.
Psychological needs – Communication
with others helps to maintain
psychological health. It helps us
develop and learn who we are. Our
sense of identity is formed through
interaction with others. Decisions
about self are largely based on how
other people react to and interact
with us.
Social needs – The need to feel
included


The need to feel we have some
control over our environment



The need for affection – we need
to care for others and have others
care for us.

Practical needs – communication
allows us to fulfil many important
everyday functions and goals such as
shopping, ordering food or services and
buying products and services.



Cultural needs – the need to feel
connected to cultural beliefs and
family.

Information strategies
There are many ways that communication,
particularly health education can be delivered:
Brochures
Remembering spoken information face-toface is generally very poor. Support verbal
communication with written resources that
people can review later.
Diagrams
Everyone learns differently. Some people
need to see pictures of what they need to do.
Have access to diagrams or drawing your own
diagrams to help understanding.
Videos
Provide access to videos online to demonstrate
the skill required. People can view and listen to
them at any point in the future if they need to
review the information.
Demonstration
Demonstrate the skill yourself with the
person so you can see that they understand
information.
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Professionalism

Communication and the team

When communicating with all healthcare
professionals, individuals, families and carers, it
is important to be professional at all times.

The National Safety and Quality Health Service
Standards 6 provides the standards for
communication in healthcare facilities. [2]

Professionalism includes:


Being approachable and cooperative.
People will always gravitate towards
welcoming and happy people.



Dressing professionally; neat and tidy,
ironed clothes. Modest dress that is not
revealing.



Appropriate language, no swearing,
watch the content of your
conversation, remain professional
at all times



Avoiding gossip, respect your
colleagues and they will respect you
and your professionalism



Introduce yourself, try to make sure
you make a good impression and
always introduce yourself politely.
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Activity
Access the The National Safety and
Quality Health Service Standards and
review Standard 6.
Download the Early Warning Tool from
the Florida Atlantic University [3] to help
prompt you with handing over relevant
information.

Clinical handover
Clinical handover is where important
information about care is ‘handed over’ (or
communicated) to the next shift. It is vital that
communication include the person so that
it remains person-centred.
Information should be concise and avoid
medical jargon and abbreviations that can
be confusing.
‘GP referral to pathologist for FBC and U/E’s
due to suspected renal insufficiencies’
Instead…
‘Mr Daily, your general practitioner has requested
some blood tests as you have been a little
dehydrated and feeling unwell lately’.
During handover ask relevant questions. Ensure
that you fully understand all information that
is being explained before the staff member
leaves.
Other methods of communication can include
staff meetings, email, written documents,
face-to-face conversations.

Written documentation
Written documentation needs to be completed
in a timely fashion. Types of documentation
that can be required include:


Admission assessments



Care plans



Understanding content of Advance
Directives



Progress notes



Observation charts (bowel charts and
symptom assessment charts)



Incident reports.

Building relationships with the
person, families and carers
To effectively communicate with people, it is
important to understand that there are many
barriers to effective communication that can
prevent us being listened to, understood,
or prevent the person from asking relevant
questions.
Pain
Pain can prevent a person from properly
listening and trying to understand what is being
said. If a person is in pain, ensure that your
supervisor is aware and that pain medication,
a positional change / heat packs etc, can occur
to alleviate pain before giving important
information.
Medication
Some medications can make people drowsy
and unable to fully understand information.
The nurse should plan the time that medication
is given so they are not in pain but can also
understand what is being said.
Emotions
Fear, anxiety and nervousness can all prevent
information being understood and listened to.
Ask about the emotion first and ask ‘I see you
appear quite anxious today? Would you like
to talk about why you feel like that?’
Language
Culturally and Linguistically Diverse (CALD)
people should be offered professional
translators rather than using family as
important information can get missed
or misinterpreted.
Education
Aim your information at the educational level
of the person. If in doubt always describe
health information simply and ask them to
repeat the information in their own words
so you know they understand.
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Judgemental and belittling
A trusting, therapeutic relationship cannot
develop if one of the parties feels their opinions
are belittled or they are not valuable to the
conversation.
Stereotyping / bias
Never assume you understand a situation, ask
for an explanation so that you fully understand
the person’s perspective.

As care workers, our legal obligation is to
uphold privacy and confidentiality, this includes
(but is not limited to):


Not discussing client details outside
of the healthcare setting



Not posting on social media
information regarding a client / resident
or a facility that can be identified
leading to the person’s identification



Securely disposing of any confidential
documentation with client / resident
names (eg, handover sheets) in
confidential waste for shredding



Securely storing healthcare records and
documentation



Logging off computer screens when
moving away from computer terminals



Not accessing healthcare information
on behalf of or regarding family or
friends.



When communication is effective,
the benefits include:



Increased client and staff satisfaction



Reduced transfers or presentations at
hospital emergency departments



Increased trust in healthcare staff



Increased patient compliance.

Visual / auditory impairment
If glasses or hearing aids are required, ensure
they are used when important information is
being delivered.
Taboo subjects
In many cultures there are subjects that they
prefer not to discuss for various reasons. If in
doubt, ask a cultural representative eg, the
Aboriginal and Torres Strait Islander Liaison
Officers at hospitals. Also politely ask the
person if they are comfortable discussing the
subject beforehand.
Everyone accessing healthcare has the right to
privacy and confidentiality under the Privacy
Act 1988. This act relates to the confidential
collection and storage of sensitive health and
personal information.
Privacy laws regulate the handling of personal
information.
Confidentiality protects people’s personal
information from being disclosed
inappropriately.
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Healthcare staff have a role in developing a
healing environment that needs to be guarded
and protected. The care worker acts as a guide
through the palliative process and can help
people understand the health information, they
receive from healthcare professionals. [4, 5]

Approaching the subject of palliative care can
be a difficult conversation. It should be a series
of conversations with the person and their
support network (family, friends, carers etc).
The development of a trusting relationship
relies on open, honest communication where
the person feels they can ask any question and
not be judged, and that they can express their
opinions on their care and treatment in a safe
environment where they will be respected.
There are two important components
to a trusting relationship.
Empowerment
Empowerment is the ability to get things done
by being able to mobilise the resources to
make a person feel control and confidence
in the goals they are attempting to meet.
Empowered people are given the confidence
and opportunity to make their own decisions
based on the support and guidance of members
of the palliative care team. [6, 7]
Care workers can empower people by listening
to them and providing access to health
information to help people understand and
make decisions about their healthcare.
Empathy
Empathy is the ability to appreciate another’s
experience, concerns and perspectives with the
ability to communicate this understanding. [8]

Encourage the person to express their feelings,
acknowledge their emotions and respond with
empathy. Allowing the person to discuss their
feelings gives them the opportunity to freely
talk while care workers can listen and guide the
conversation. It’s important to remember your
role is not that of a counsellor; to give advice.
It is to listen and allow them to express their
concerns and worries.
People will react in different ways to the same
conversation. It is important to recognise and
allow for different methods of coping. Also,
within diverse cultures there will be a variety
of coping strategies.
The subject of dying and death in many cultures
is a taboo (not spoken about) subject so it is
important to ensure that a support person from
the same culture can guide the family through
these sensitive conversations.
Gender differences should also be respected. It
may not be appropriate for a male care worker
to be discussing intimate details with a female.
Identify who, in the family, would prefer to be
the person of contact. Suggest that one person
acts as a representative for the family. This
can avoid repetition of the person’s condition
multiple times to multiple people. Building a
trusting relationship with the key person can
aid in supporting the whole family through the
palliative process.

Empathy in palliative care involves truly
listening and trying to understand their journey
by asking relevant questions. Another way to
understand empathy is to identify how you
would like to be treated if you were in the same
position.
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Personal space

Developing a rapport

Proxemics is the study of the personal space
around us and our levels of comfort depending
on how close people, or objects are to us. It is
a learnt behaviour, which is why the personal
space individuals are comfortable with, varies
from one culture to another. [9]

‘The ability to enter someone else’s world, to make
them feel that you understand them, that you
have a strong common bond’. [11]

Environment Distance

Example

Public space

Approx
3.7 m

Formal occasions
ie, public speeches

Social space

Approx
1.2 – 3.7 m

Meeting new
people or
professional
acquaintances

Personal
space

0.5 – 1.2 m

Being with friends

Intimate
space

0 – 0.5 m

Usually reserved
for close
relationships.

It is important to understand that in healthcare,
national and international infection control
precautions such as social distancing during
pandemics will override normal, acceptable
behaviours.
During any public health emergency, public
health directions from the government, states
and territories to assist in containing, or to
respond to, the spread of disease within the
community MUST be adhered to. [10]
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Building rapport is the process of developing
a strong connection with someone else.
Sometimes rapport happens naturally.
However, rapport can also be built and
developed consciously by finding common
ground and being empathetic.
Rapport forms the basis of meaningful, close
relationships between people. It is the sense
of connection that you get when you meet
someone you like and trust, and whose point
of view you understand. It is the bond that
forms when you discover that you share
one another’s values.

Body language
There are three elements in any face-to-face
communication:


Words



Tone of voice



Body language.

Tone of voice
38%

Body language
55%

Words
7%

Thinking Points
Can you think of five examples of positive
body language and five examples of
negative body language as a form of
communication?
There are many types of body language;
some very subtle, some very obvious!

Positive
Body Language

Negative
Body Language

An open posture

Arms closed across
the chest

Hands by your sides
and facing the person

Hands on hips

Smiling

Frowning

Leaning forwards

Standing side on

Tilting head to one
side

Tilting head back

Take care! When assessing body language as
the person with folded arms may just feel cold
or be making themselves comfortable, rather
than objecting to your message.
Remember! There are cultural variations to
body language. If you are confused about
someone’s body language you can always ask
them politely ‘How are you feeling today?’
Tone of voice is your communication in
words, either written or spoken. It relates to
the impression made by the way something
has been said rather than the content of the
statement.
The spoken tone of voice relates to the musical
component of words; the pitch; high or low?
or the volume, or the intention.
The written ‘tone of voice’ identifies the
intention behind the sentence.
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Thinking Points

A sentence can be written with the same
content but a very different tone…

How do you build rapport with the people
around you?

‘Good Morning, I hope you are
having a splendid day?’

Important points to consider when
building rapport include:

‘Hi, How’s things?’
‘Wazuuup?’
When speaking professionally it’s important
to identify how verbal and non-verbal
communication is being perceived.
Establishing rapport is an important part
of the communication process:



Be culturally appropriate



Smile



Relax



Remember people’s names



Hold your head up and maintain
a good posture



Listen carefully and attentively



Be empathetic



Use positive body language.



Introduce yourself in a professional
manner



Listening means assessing and
understanding



Listen to fears, wishes, or other
concerns

Encourage questioning



Do what you say you’re going to do



Learn about life outside the facility
for the person.

Being an effective listener includes being
able to encourage communication with
open questions. Open questions encourage
conversation rather than shutting down
a conversation with a one-word answer
(yes / no answers).
See below for some more tips on encouraging
questions:
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Encourage questions and information
clarification



Be prepared to repeat explanations



Check understanding of what has been
discussed



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

You can encourage the person to ask questions
through clarification and confirmation
techniques:

Identifying emotions in emotive
conversations



Clarification – double checking what
has been heard or read.
‘What is your understanding of your
diagnosis?’

It is important to acknowledge emotions
and fears and allow people; family, friends
and carers the opportunity to discuss these
emotions and why they are happening.



Paraphrasing – can reword what has
been said in your own words
‘So, to rephrase what you have just said,
am I correct in thinking…’

Below are some of the potential emotions felt
by the individual, family, friends or carers.
Review the possible rationale behind the
following emotions:

Active listening

Fear

Active listening involves making a conscious
choice to use all the principles of verbal and
nonverbal communication; observing the
speaker’s words, tone and body language to
fully understand what is being communicated.

Fear of the unknown, change and death itself
can be extreme. It shouldn’t be assumed that
everyone’s fears will be the same. [13] The
question, ‘What are you most afraid of?’ can
be a very helpful way to encourage the person
to talk about their fear.

Seven steps to becoming an effective listener
1. Stop talking and prepare yourself to listen

Mistrust

4. Be patient

Open and honest conversations are required
to build trust and to identify underlying fears
and anxieties. Past experiences also need
to be identified and discussed.

5. Listen to the tone

Denial

6. Listen for ideas

Not wanting to talk about care is a possible
indicator of denial of death. Denial prevents
the opportunity for important conversations
regarding care planning. Family / carers who
are in denial about their loved one’s imminent
death are more likely to place the person in
inpatient treatment rather than allow them
to die at home as they requested. [14]

2. Focus on what is being said
3. Empathise

7.

Wait and watch for nonverbal
communication.

Video Resource
Watch a short clip on Active Listening:
Active Listening. GCF Global.
1 min 27 secs [12]
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Guilt
It is common for carers and family to feel the
burden of caring and for the person to feel
guilty for potentially being a burden. Families
and carers can also feel guilt regarding the
person’s suffering.

Review the various questions that need to be
discussed with people on a palliative pathway.


What do they understand about their
palliative diagnosis?



What do they understand about
palliative care?

Frustration



Watching another’s suffering can bring a sense
of frustration if there is a lack of education and
understanding regarding treatment options.

What care do they want now and at the
end of life?



Where would they like to die?



What social support would they like
around the end of life?



What are their spiritual and cultural
needs now and at the end of life?



What are their fears?



What are their concerns for family,
friends, carers after they die?



Are there any practical aspects of dying
and death that they would like
to discuss? (Such as what happens
to a body after death?)

Conflict
Conflict can occur with differences in
understanding, perception and values.
Anger
Anger can occur from any of the above
emotions that remain unresolved. Anger is a
building frustration and fear of not being able
to achieve a goal.

Video Resource
Watch the video below on ‘helping people
to talk’ in palliative care.
Talking about death and dying. The Art
of Dying Well. 2 min 11 secs [15]

124 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Activity
For further reading, review the ‘What
Matters Most; Discussion Starter’ from
Palliative Care Australia. [16]

SOLER
The SOLER model [17] is particularly useful when
communicating in situations when you feel
uncomfortable yet, need to develop a rapport
and trusting relationship. The SOLER model
describes your body language as inviting others
to safe conversation with active listening:


Squarely: Sit (preferably) or stand
squarely to the person



Open: Maintain an open posture



Lean: Lean in slightly



Eye contact: Maintain eye contact
(where culturally appropriate)



Relaxed: Stay as relaxed as possible

palliAGED Activity
Review the palliAGED Tips for
Careworkers: People with a disability
– communication [18] and complete the
reflections.
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Supporting people with quality
of life, comfort and pain
The palliative care team take a holistic
approach to assessment, planning,
implementing and evaluating palliative care,
with dignity and respect. The members of the
multidisciplinary team may include:


Doctors



Nurses



Allied Health Professionals:
Physiotherapists, Occupational
Therapists, Speech Pathologists,
Pharmacists



Care workers.

The holistic needs will change over time, so
regular review of goals and capabilities is
important to ensure realistic and achievable
outcomes for people, families, friends and
carers alike.
The support network of the person is a vitally
important source of information and guidance
for care.
Identify why assessment information from the
following sources is so important.
The person
The best source of information is always
directly from the person. Holistic information
regarding spirituality, religion, occupation,
emotions, physical abilities and social situation
can be discussed directly.
Quality of life can be discussed including
advance care planning and end-of-life wishes.
Pain management can be discussed highlighting
any fears they may have regarding high level
pain and its management.
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Comfort and treatment options either at home
or in a care facility at the end of life can be
determined and actions taken to ensure the
persons wishes are followed.
Family and friends
People closest sometimes have insight into
behaviours that can be predicted. Cultural
and religious traditions and rituals may also
provide support for quality of life and comfort
measures. Understanding an individual’s coping
mechanisms can help pre-empt appropriate
care. For example, if an Aboriginal lady
wishes to return to Country at the end of life,
arrangements could be made to ensure this
happens in a supported manner.
Family conferences can support quality of life
decisions as the family act as advocate.
Unfortunately, some families may not be
supportive so it is important to identify a close
friend or extended family who may be more
appropriate.
Carers
When carers have developed a close bond
through daily contact, they become a
valuable source of information, sometimes
understanding and knowing more about a
person than their own family. Carers can
provide insightful information regarding quality
of life issues such as, coping mechanisms,
relaxation techniques and topics of
conversation. They understand the small details
such as which area is painful on movement
and what the person likes to eat or watch on
television. These small comfort measures can
have a huge impact when pain or discomfort is
problematic, and when reassurance is needed.
Carers can also be empowered to assist with
pain management and comfort cares at the
end-of-life.

Enduring Powers of Attorney’s (EPOA) can
take the responsibility for making decisions
on healthcare and financial matters on behalf
of the person when they are unable to
make decisions or consent to treatment for
themselves.

Sharing information regarding
changing needs with the person
and family
The assessment information obtained from
family, friends and carers is vital, as is the
ongoing sharing and exchanging of information
with the palliative care team.
Offer to discuss what to expect, in a sensitive
manner, giving the person the option not to
discuss it – each person will have their own
preference for how much information they
want to hear.
Consider the carer’s information needs, which
can require a separate meeting (if consent is
given by the person with a life-limiting illness,
if mentally competent).

The use of the decision-maker / family
spokesperson will be vital, ensuring that
care workers are not explaining the same
information multiple times.
Avoid being too exact with timeframes unless
in the last few days. If unsure refer to your
supervisor or other relevant staff to discuss
topics beyond your role or responsibility.
To maintain consistency of information
provided, ensure you document / report the
content of conversations you have with key
family members.
Ensure all concerned are aware of any
deterioration especially at the end of life.
They also need to be aware of signs and
symptoms of impending death so that they
are prepared (as best they can be) emotionally
and physically eg, getting enough sleep and
nutrition. Discuss with your supervisor if
you feel individuals / families / carers are not
receiving adequate information.

Engage in active listening and paraphrase to
clarify information ‘What I hear you saying is…’
‘Can you tell me in your own words what you think
I have just said?’
Be prepared to repeat information multiple
times to the same person as they start to
process uncomfortable conversations. Provide
information within your role and level of
responsibility in an honest, empathetic manner
respecting that they may need time to process
what has been said in their own way, with their
own coping mechanisms.
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Acknowledging emotions
and concerns
Managing other people’s emotions and
maintaining your professionalism can be
difficult. However, as human beings it is vital
that we also allow the person’s friends, family
and carers to see that we have been touched
by the persons journey, their humanity and
spirituality. Care workers can sometimes
work closely with people for many months
or years and often become concerned with
acknowledging emotions and concerns.

Silence
‘Silence is golden’ – allow people enough
time to process information. Silence can be
a reflective time to understand and process
information particularly during difficult
conversations.
Silence demonstrates patience and allows
time to reflect on a person’s nonverbal
communication.

Thinking Points

Identify options for managing a situation.

What are your thoughts about sharing
a tear with a patient during a difficult
conversation?

Crying
It is okay to cry with a patient, as long as they
don’t end up consoling you! Shedding a couple
of tears allows family to see that you care that
you empathise, that this is a heart-breaking
situation and that the person’s situation means
something to you.
Use of touch
Use of touch can show empathy, emotional
understanding and thanks.
Therapeutic massage can be beneficial however
it should always be approved by the medical
team first.
Be aware of personal boundaries with touch.
Always ask first and respect decisions if people
do not like being touched.
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Fostering realistic hope
Hope is a complex concept at the end of
life. Everyone needs hope. As care workers,
hope needs to be realistic, clearly defined
and achievable. Giving false hope shuts down
communication channels and can cause feelings
of isolation and mistrust.
In palliative care, hope concepts can involve: [19]


Having a good quality of life in the time
they have left



Being able to tie up loose-ends and
make sure their family will be okay



Reconciling relationships or reestablishing lost connections before
they die



Not having any distressing symptoms



Being cared for, and dying in their
preferred place



Continuing to have a spiritual existence
after their physical body dies



Leaving behind a legacy.

Review these tips in palliative care to foster
hope.


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



Reassurance regarding the supports,
treatments and resources available



Explore realistic goals



Avoid giving early or false reassurance
as this may block the person from
expressing fears or concerns.



Avoid saying ‘nothing more can be
done’



At the time of diagnosis of a lifelimiting illness, or when it becomes
clear a person’s illness is incurable,
the person (and family) often want an
estimate of the time they have left.
Most people and their families want
specific, honest information about
prognosis, delivered with compassion,
to help them make decisions and
plan for their remaining time. Refer
these conversations to the nursing
staff / doctor.



If the person does not wish to discuss
prognostic information, respect their
preference but offer to discuss the
subject, and explain how it may be
helpful for planning and decisionmaking.

Reporting to your supervisor
It is important to be able to understand when
to report situations to your supervisor.
If during conversation you feel that you are
not confident or competent to answer their
questions, it is perfectly acceptable to state;
‘I don’t know the answer to your question,
but I can find someone that can answer
your question for you’
Never pretend to know the answer to a
question, the hard work that you have spent
building a trusting relationship will be broken
and they will not trust your care provision
in other areas of care as a result.
It always remains your responsibility to work
within your role description.
If you do not understand your role description,
you must speak immediately with your
supervisor.
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Summary
Communicating effectively with people, carers,
family and other support networks is vital to
ensure holistic assessment and ongoing care
is achieved that supports the person.
Understanding behaviours and coping
mechanisms of people under stress is
important to be able to identify the best way to
communicate and support people dealing with
a range of emotions.
Professional communication within the
palliative care team ensures an ongoing
understanding of care pathways for members
of the multidisciplinary team focusing on the
individual needs of the person.

Additional Resource
Serious Illness Conversation Guide [20]
Review the link below for further
information on conversations at
end of life.
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Topic 2 Session 3
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. How could a person being in pain impact their communication with you?
Tip: Think about a time you may have been in pain; how did you communicate?
If the person is in pain, they are unlikely to be able to hold a full, meaningful conversation as their
attention is drawn away from the meaning and content of the conversation.
2. Can you think of three environmental changes you could make to encourage
the development of a therapeutic environment?
Tip: If you were the person, what would you want in your immediate environment to help
and support you?





Consider personal space
Use of empathy
Try and develop a rapport with the person
Encourage questioning and use active listening

3. Why is empathy important to develop a rapport with the person?
Tip: Empathy is trying to look at something from someone else’s viewpoint.
It allows you to put yourself in the place of the person to truly try and identify their perspective
and understand their needs
4. How could you provide emotional support to a person that has recently been given
bad news?
Tip: What would you want in that situation?
Allow the person time to respond and answer questions. The use of touch, if relevant and silence
to encourage time to reflect on the content of the conversation.
5. What is a strong strategy to empower people and their families in palliative care?
Tip: Empowering someone is helping them to have control.
Care workers can empower people by listening to them and providing access to health information
to help people understand and make decisions about their health care.
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Topic 3

Providing care

Overview
This topic will help you to develop an understanding of the common symptoms people with life-limiting
illness can experience, strategies to manage these symptoms and aspects of legal documentation required
for palliative care.
Palliative care symptoms should be identified early. Initial and ongoing assessment incorporates the person’s
physical, psychological, cultural, social and spiritual experiences and needs. A care plan is developed,
implemented and evaluated with consideration to individual circumstances including Advance Directives.
Aim: To develop an understanding of the common symptoms people may experience, strategies to manage
these symptoms and aspects of legal documentation required for palliative care.
In this topic students will learn to:





Interpret and follow Advance Directives in the care plan in line with work role and organisation, legal
and ethical requirements
Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements
Observe and document the person’s pain and other symptoms in line with care plan responsibilities
and promptly report to an appropriate member of the care team



Evaluate and document the effectiveness of implemented strategies



Implement strategies to manage pain and promote comfort in line with care plan and role



Refer to an appropriate member of staff any misconceptions in the workplace surrounding the use
of pain-relieving medication.
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Topic 3

Providing care
To develop an understanding of the common symptoms people may experience, strategies to manage these symptoms
and aspects of legal documentation required for palliative care.
In this topic students will learn to:


Interpret and follow Advance Directives in the care plan in line with work role and organisation, legal and ethical
requirements



Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements



Observe and document the person’s pain and other symptoms in line with care plan responsibilities and promptly
report to an appropriate member of the care team



Evaluate and document the effectiveness of implemented strategies



Implement strategies to manage pain and promote comfort in line with care plan and role



Refer to an appropriate member of staff any misconceptions in the workplace surrounding the use of pain-relieving
medication.

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

3.1 Using care plans

Develop an
understanding of
documentation
requirements and care
plans.

 Describe the documentation requirements
of caring for someone with a life-limiting illness

Scene 6: 4 min 6 secs
Jenny, the care worker, discusses
advance care planning with Ben.
Scene 7: 1 min 18 secs
Jenny and Sally; Ben’s care workers,
discuss the importance of advance
care planning.
Scene 8: 2 min 0 secs
Ben and Jan discuss advance care
planning and Ben’s concerns about
dying.

To develop an
understanding of the
common symptoms in
palliative care.

 Identify common symptoms in palliative care

3.2 Common
symptoms in
palliative care

 Interpret and follow Advance Directives in the
care plan in line with own work role.

 Observe and document the person’s pain and
other symptoms in line with responsibilities in
the care plan

Scene 9: 4 min 29 secs
Jenny uses the Symptom
Assessment Scale to assess Ben.

 Describe processes for evaluating and
documenting the effectiveness of implemented
care strategies
 Discuss the nutritional and hydration
requirements for a person receiving palliative
care.
3.3 Supporting
people with pain

To develop an
understanding of pain
management and
comfort promotion
strategies within your
role definition.

 Implement strategies to manage pain
and promote comfort in line with the care plan
and role
 Describe processes for evaluating and
documenting the effectiveness of implemented
care strategies
 Be able to identify appropriate pain
management techniques to promote comfort
 Be able to refer to the appropriate member
of staff any misconceptions regarding pain
medication usage.
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Scene 10: 2 min 47 secs
Jenny, the care worker, supports
Ben with pain management
techniques.

Topic 3

CHCPAL001 mapping
Elements and Performance Criteria addressed in Topic 3:
Element 3: Follow the person’s advance care directives in the care plan

T3

PC3.1

Interpret and follow advance care directives in the care plan in line with own
work role and organisation, legal and ethical requirements

3.1

PC3.2

Comply with end-of-life decisions as documented in the care plan and in
keeping with legal requirements

3.1

PC3.3

Report the person’s changing needs and issues, in relation to end-of-life, to the
appropriate team member for documentation in the care plan

3.2

Element 4: Respond to signs of pain and other symptoms

T3

PC4.1

Observe and document the person’s pain and other symptoms in line with care
plan directives and promptly report to appropriate member of the care team

3.2

PC4.2

Implement strategies to manage pain and promote comfort in line with care
plan and role

3.3

PC4.3

Regularly evaluate and document effectiveness of implemented strategies

3.2
3.3

PC4.4

Refer to appropriate member of staff any misconceptions in the workplace
surrounding the use of pain-relieving medication

3.3

Knowledge Evidence addressed in Topic 3:
Knowledge Evidence

T3

KE5

Advance care directives and end-of-life care strategies

3.1

KE6

Pain relief and comfort promotion

3.3

KE7

Nutritional and hydration requirements during a palliative approach

3.2
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Topic 3 Session 1
3.1 Using care plans

An introduction to Advance Directives, legal requirements of care plans and end-of-life strategies.

Aim: Develop an understanding of documentation requirements and care plans.
At the end of this session you should be able to:


Describe the documentation requirements of caring for someone with a life-limiting illness



Interpret and follow Advance Directives in the care plan in line with own work role.

Establishing care plans

Palliative care plan

Care plans describe the overall aims and
conditions of a person’s healthcare.

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.

They can also be referred to as ‘Support Plans’.
They are an essential component of palliative
care in establishing goals that are both realistic
and important to the individual.
End-of-life care planning is a key palliative
care skill. Discussions to establish goals of
care should begin soon after the diagnosis
of a life-limiting illness. [1] This requires good
communication skills (See Topic 2) and for
health professionals to work with the person
to develop care plans that meet individual
needs, values and preferences.

A clearly documented palliative care plan:


Ensures effective teamwork
and communication with the
multidisciplinary team



Describes how the team will work
together to provide the best care



Helps the team to identify early needs
and preferences of the person with
a life-limiting illness.



Records goals of care.
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Thinking Points
What should be included in the palliative
plan of care?
A palliative plan of care includes: [2–5]


Personal contact details



Clearly defined goals and
responsibilities (See Topic 2)



Evidence of ongoing, holistic
assessment



Plan for multidisciplinary involvement



Details on how the plan will be shared
and re-evaluated



Links to relevant documentation
(ie, Advance Directive).

Example care plans
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palliAGED Activity
Care plans are individualised plans
for care.
A care pathway is a predetermined plan
of care for a specific problem.
Review the palliAGED Tips for
Careworkers: End-of-Life Care Pathways
and complete the reflections [6]

Advance care planning promotes open and
ongoing communication between the person
with a life-limiting illness, their families and
healthcare professionals about end-of-life
decisions. It is an ongoing process which can
be regularly reviewed within a changing clinical
context. [15]

Video Resource
Advance care planning: Be open, be
ready, be heard. Advance Care Planning
Australia. 1 min 55 secs [16]

Advance care planning
Advance care planning is a process (not to be
confused with the care plan above) that assists
with planning future medical treatment and
healthcare goals. [1, 7]
Advance care planning allows a person to make
decisions about their future medical treatment
and other care options now, while they are still
able to communicate these wishes. [8–10]
It should commence early in the person’s
illness, preferably at diagnosis, and should
be a part of routine palliative care. [8]
Early discussion is important so that the
person’s wishes are respected at a time when
they can no longer voice these decisions. [1] This
can lead to a better end-of-life experience for
everyone involved. [8, 9, 11–14]

Thinking Points
What are the benefits of advance care
planning?
Brainstorm possible responses and write
them down or discuss them as a group.

Following the person’s wishes
An effective advance care plan: [8, 10, 11, 15, 17]


Outlines how to manage pain and other
symptoms



Describes how to provide cultural,
emotional and spiritual support



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



Helps family members make decisions
about care options



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



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

Thinking Points
Why is advance care planning needed?
Brainstorm possible responses and write
them down or discuss them as a group.
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Over the course of their illness, a person with
a life-limiting illness can experience a decline in
their functional status. This can affect several
areas, including: [12, 18]
Cognitive functioning
Reduced attention, concentration, memory and
problem solving.

cardiopulmonary resuscitation or assisted
ventilation. [8, 11, 15]
Preferences, values and outcomes
Advance care planning can be used to express
preferences, values or preferred outcomes and
personal values. This includes: [8, 11, 15]


End-of-life care wishes



After-death care wishes



Wanting to die at home



Treatment inclusions and exclusions



Alternative treatments

Psychological functioning



Goals of care

Decreased mood, affect, and motivation.



Spiritual, religious or cultural beliefs
relevant to care choices.

Behavioural functioning
Increasing difficulty undertaking daily activities
(bathing, dressing, feeding) and instrumental
activities (shopping, cooking and cleaning).

Social functioning
Reduced ability to interact.
This loss of function can reach a point where
the person is no longer able to make, or
communicate, decisions about their care.
Advance care planning prepares for this time
– providing the person with an opportunity to
think about what they want their care to look
like in the future, by making decisions in the
present. [8–11, 15, 17]
When people lose the ability to make decisions
about their care, advance care planning ensures
that their wishes remain the focus of care. This
aids dignity and the avoidance of suffering –
which helps to improve end-of-life care and
satisfaction for the person and their family.
[11, 19, 20]

Advance care planning pays specific attention
to two main areas:
Future treatment options
Advance care planning can aid specific
decisions about future treatment. This can
include consenting in advance to treatment, but
more often involves refusing it. A person can
refuse treatment even if the lack of treatment
will result in their death eg, refusing a blood
transfusion, artificial nutrition and hydration,
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Advance care planning can also include nonhealth related matters including financial
planning, funerals and other practical
arrangements. These areas should be discussed
and recorded within the plan, to ensure that
the person’s wishes in these areas are
respected. [8, 11, 15]

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Advance care planning and
complete the reflections [21]
It is important to
understand that in
palliative care people
change their minds
frequently, and that is
okay. [22]
When advance care planning occurs, it is
important to identify that emotions can
take a role in decision-making. Although
all steps are taken in the advance care
planning process to ensure the correct
decisions are made, it is a human trait
to change our minds.

Activity
Identify the appropriate situations to be dragged into the U-turn sign where people
may change their minds on care options.

Educator response: All situations are scenarios
where a person may change their mind on a
previous decision.
If you think a person may be changing their
mind on any palliative care intervention.
It is part of your role to:


Encourage communication with
the person (and their families if
appropriate) to identify the situation



Escalate your concerns to your
supervisor



Document in the notes and report
to the nurse for the care plan to be
reviewed and updated as necessary



Ensure you maintain communication
with the person to ensure they feel
comfortable in their decision.
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Capacity for decision-making
in advance care planning
A person must have the capacity to make
decisions in order to make an advance care plan
or to choose a substitute decision-maker. [8] This
means they must be able to fully understand
the consequences of their requested actions
or inactions.
A person with capacity should: [8]


Know the decision facing them



Understand the possible options
available as well as their outcomes



Be able to understand and retain the
information



Use or weigh-up the information



Communicate their decision.

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. [8]
Review the following video to understand more
about why ‘Love Is Not Enough’ and the need
to talk to our loved ones about the important
decisions in advance care planning.

Video Resource
Love is not Enough. Advance Care
Planning Australia. 4 min 56 secs [23]

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 such
as whether life-sustaining treatment should
be provided or withdrawn. [24, 25]
A person with capacity can choose their
substitute decision-maker by appointing them
through formal documentation including:


Enduring Power of Attorney



Enduring Guardianship



Advance Directive.

The substitute decision-maker should be: [11, 26]


Someone that the person trusts



Available (ideally living in the same city
or region)



Over 18-years-of-age



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.
Review the information about the legislation
for substitute decision-making:
Enduring Power of Attorney
A legal document to allow another to make
decisions regarding health and / or finances
on their behalf [27]
Enduring Guardianship
An Enduring Guardian can make lifestyle
and medical decisions on their behalf [28]
Review the case study with Benjamin
discussing advance care planning with Jenny
the care worker.
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Case Study: Scene 6
Watch the following video: Jenny, the
care worker, discusses advance care
planning with Ben. 4 min 02 secs

Transcript
Jenny: Hey, Ben, how are you? Fancy
coming out to the breakfast room this
morning?

want to talk with them we can set up an
advance care planning meeting?

Benjamin: Sure (looks distracted)

Jenny: (Smiles) Advance care planning. It’s
where you get to talk about and write down
the treatment you want to happen and the
stuff you don’t want to happen.

Jenny: You okay Ben? You’re not yourself
this morning, like your mind is miles away?
Benjamin: Hmmm, I’ve been thinking about
what happens when I die.
Jenny: Oh! Well, do you want to tell me
what’s been going through your head? You
look like you need to take a load off your
mind?
Benjamin: Thanks Jenny, got a few minutes?
Jenny: Sure!
(Pulls a chair up to the side of the bed)
Benjamin: I’ve been getting a bit worried.
I’ve had a couple of chats with Jan, my wife.
Jenny: Oh yeah, how is she?
Benjamin: I’m really worried about her
Jenny, she doesn’t cope very well without
me, we’re a team, you know? But I’m getting
a bit scared, see, I have this image in my
head of how I want to die. I don’t want a
big hullaballoo, none of that jumping on my
chest business. I just want my family with
me, and I want to slip away in my sleep.
Do you think it could be like that?
Jenny: We do everything we can to make
sure you have the death that you want Ben,
the palliative care team are great, if you

Benjamin: A what?

Benjamin: But I don’t want anyone doing
that chest thumping, resuscitation business,
don’t they have to do all that when
someone’s heart stops beating?
Jenny: Not necessarily Ben. If you have
ideas about what you want, we can talk
with the team, put it in writing so it’s all
legal and follow your decisions, even if
you may not be able to talk or make your
own decisions any more, we can honor
the decisions that you make now, for your
future care.
Benjamin: Oh, that’s great! It’s been
on my mind so much lately. It gets a bit
complicated though.
Jenny: Go on (motions for Ben to continue)
Benjamin: Well, Jan. I know she means
well, and she doesn’t want me to die. I think
she’s really not understood how ill I am, or
she’s trying not to believe it? It’s really hard
to talk to her about it. She just won’t, she
changes the subject or makes some excuse
to go and get a cuppa or something.
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Transcript
Jenny: Sounds like you both need to talk
about it?
Benjamin: Yeah, I really want to. Not sure
if Jan will though. I did speak to the nurse
about this the other day and she gave me
some forms to look at. They ask some huge
questions about life!!

Jenny: Yep, I really think you and Jan should
have a good sit down and go through this
together, there’s some really big statements
that get you thinking to make you
understand the treatment you want,
or don’t want.

Jenny: Ah! I know the forms; they really
make you think eh? Let’s have a look.

Once you’ve completed the forms your
doctor just needs to make sure that you
have capacity.

(Picks the forms off the bedside table)

Benjamin: Capacity for what?

Each state and territory has slightly
different forms, but basically these forms
help you understand your thoughts on the
things that matter to you, your philosophy
on life, and what being healthy, and
quality of life mean specifically to you. The
decisions and choices you make can be used
to help make decisions for your care options
with a substitute decision-maker later.

Jenny: Capacity to make your own
decisions and that you fully understand the
consequences of the choices you’ve made.
They also need to make sure that you’re
making the choices for the right reasons,
you know, no one is forcing you to make
decisions you don’t really want to make.

Benjamin: A what?
Jenny: (laughs) A substitute decision-maker
is someone who understands your outlook
on life, the things that are important to you
and how you want to live your life. They can
be your advocate; stand up for your choices
when you might not be able to, if you’re too
sick.
Benjamin: Well I’d really love Jan to do that
but I’m not sure we’re on the same page
ya know?
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So, say for instance that you say you don’t
want to be resuscitated, they need to make
sure you know enough about it, like, what is
resuscitation? If you don’t get resuscitated
then you are likely to die, they can look at
other options instead of resuscitation like
making sure you aren’t in pain at the end by
giving sedation or strong pain killers. They
need to make sure you understand the
options and the consequences.

Thinking Points
How did Jenny support Benjamin and Jan?
Brainstorm possible responses and write
them down or discuss them as a group.
As a care worker, did Jenny work within
her role?
A. Yes, she gave them forms that
needed to be filled in
B. No, it wasn’t part of her role to
discuss legal documents
C. Yes, she discussed care options
and encouraged communication
with his wife
D. No, this is the doctor’s job.
Correct answers below:
A. Jenny did encourage the forms to be
discussed however there is another
answer that highlights a greater level
of support from Jenny.
B. Jenny is not able to witness any
signatures as part of her role, but she
can certainly encourage discussion
and answer any questions regarding
advance care planning. If she is unsure
of the answers, she can ask her
Supervisor

Advance Directives
Part of the advance care planning process
can involve the development of an Advance
Directive. This is the instruction that a person
makes about their future medical treatment or
healthcare in the event they are unable to make
decisions, you may have previously heard
of it being called a living will?
Depending on your state or territory, an
Advance Directive may be referred to as: [29]


Advance health directive



Advance care directive



Advance Directive



Refusal of treatment certificate



Advance personal plan



Health direction form.

Thinking Points
What kind of information do you think
an Advance Directive holds?
Brainstorm possible responses and write
them down or discuss them as a group.

C. Correct. Well done! Jenny encouraged
open communication and provided
information to help Ben and Jan make
an informed decision
D. Effective communication is everyone’s
role. If Jenny was unsure of any
information, she can always refer
to her Supervisor
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An Advance Directive can specify exact
information for end-of-life cares including:


Religious or spiritual beliefs



Identification of comfort cares for
dignity only



Refusal of any treatment that may
extend life



The role of:


cardiopulmonary resuscitation



assisted ventilation



artificial nutrition



antibiotics



artificial hydration



tissue donation.

Review the video below to understand
the importance of advance care planning from
a healthcare perspective

Video Resource
Associate Professor Charlie Corke –
Intensive care Specialist. CarePlanning.
1 min 50 secs [30]

Review the case study with Jenny discussing
advance care planning with Sally, the care
worker.

Case Study: Scene 7
Watch the following video: Jenny and
Sally, Ben’s care workers, discuss the
importance of advance care planning.
1 min 17 secs
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Transcript
Jenny is watching Ben and Jan out the
window
Sally: Hey Jenny, what are ya doing?
Jenny: Oh hey Sal, I’ve been having a chat
with Ben about advance care planning.
He really has some tough conversations
that he needs to have with his family. I’m
just really hoping that’s what he’s talking
about right now out there in the garden.
(Points out the window).
It’s so important that he puts the
treatment options he wants on paper so
that everyone; family, friends, carers, the
healthcare team, really understand what
he wants and why he wants it.
So many people just assume that the
rest of the family understand, but
mostly… they really don’t because the
conversations didn’t ever happen. Then
it’s too late.
That’s when it starts getting really
difficult.
Sally: What do you mean?
Jenny: Well, all the healthcare staff want
to do the right thing, but we don’t know
what the right thing is for that particular
person! Some people may not want to be
resuscitated, or on a machine breathing
for them at the end of their life. If it hasn’t
been documented or discussed with the
doctors, then full cares may be given, and
they may end up with cares they didn’t
actually want. The healthcare team are
just following their duty of care to provide
treatment, but it may not be wanted by
the person.

Documentation

Transcript

It is important to remember that each
state / territories documentation varies. It is
important that you understand the process
and documentation where you work.

In the communal living room, Jenny and
Benjamin are having a chat.

Review the Advance Care Planning Australia
website to view the correct documentation for
your state or territory. [31]

Jenny: Did you manage to have a good
chat with Jan? I saw you guys out in the
gardens after we spoke. I must admit, I
really hoped that’s what you were talking
about?

The plan may be known as an advance care
plan, advance care directive, living will or
statement of choices; there may be separate
documents to appoint a substitute decisionmaker or for refusal of treatment. Other
expressions of advance care planning are
also acceptable and are enforceable under
common law; for example, a letter to the
general practitioner (GP) or a witnessed verbal
statement (written down at the time, signed,
dated and witnessed). Some health services
have developed electronic tools (eg, online
forms) to assist patients to record and share
their plans.
Review the case study with Jenny and
Benjamin discussing the progress with advance
care planning.

Case Study: Scene 8
Watch the following video: Ben and Jan
discuss advance care planning and Ben’s
concerns about dying. 1 min 59 secs

Benjamin: Jenny - thanks for your help
yesterday.

Benjamin: Yes, look, it was difficult, but
Jan has really opened up to me, and I
did to her. I guess because I’ve tried to
be strong for her, I hadn’t really talked
about the important stuff. We had such
a long chat about that. I just want to slip
away, like I said, no fireworks and medical
shenanigans. I want to be with my family
and slip away. We had a bit of a cry
together too, which we haven’t actually
done believe it or not?! I know it sounds
odd, but it felt good to cry together. I told
her what I was worried about.
I don’t want people trying to save my life.
I AM going to die, let me do it MY way,
with dignity, no antibiotics, no machines
or people trying to extend my life to only
see the rest of it brain dead and, on a
machine, breathing for me anyway. That’s
not how I want to leave the world.
Long pause
continued over page
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Transcript continued
Benjamin (cont.): She understands now,
she’s good with my decisions and she’s
said she will do everything in her power
to make sure MY WAY happens. I feel so
relieved that this has been talked about
and sorted. I’ll move forward now with
the documentation.
I’m glad we discussed advance care
planning, it really allowed me and Jan
to define what quality of life means
specifically to me. It’s also let me know
what actions I’d like taken to ensure I have
quality of life right to the end when I die.
It’s made it so much easier to go ahead
and fill in the Advance Directive. Jan and
I completed most of the Directive. The
doctor is coming to see us later tomorrow
to finalise things. I can’t thank you enough
Jenny.

Activity
Review the case study and identify who
can help with documentation?

Valid copies should be provided
(as applicable) to:


The next of kin



Substitute decision-maker(s)



General practitioner (GP)



Local hospital and other healthcare
providers who may be involved in
medical decision-making



It may also be stored in the patient’s
MyHealth record



Copy should be easily available in-case
paramedics also need to review the
document in an emergency.

Peoples goals and preferences may change
over time and Advance Directives should
be reviewed on a regular basis; for example,
annually or when a person is hospitalised or
their condition changes. If changes are made,
the old version should be updated or replaced,
and relevant people notified.
It is important that the Advance Directive
original documentation is viewed, and a copy
made and placed in the person’s health record
so that all members of the palliative care team
are aware of the directives.

Doctor: A patient’s GP or other doctor
may assist them to record an advance care
plan / Advance Directive
Nurse: In some health services, a specialist
nurse or other trained staff may assist.
When a patient has completed their Advance
Directive, they should keep the original
document in a prominent place so that
they remember to take it to health-related
appointments and carers can easily find it.
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WARNING!
It is your responsibility to understand
what has or has not been agreed to. If you
don’t understand content in the directive,
it is your responsibility to ask your
supervisor immediately.

Activity

Video Resource

Write a sentence about each of the
following as though you are explaining the
concepts to the person.
1. Palliative care plan
2. Advance care planning
3. Advance Directive
Did you identify?
Palliative Care Plan
A palliative care plan is a document that looks
at everything the person values in their life
from many points of view including spiritual,
emotional, religious, social etc. It is a longterm plan of care or end-of-life needs. It
identifies a person’s level of dependence and
treatment goals.
Advance care planning
Advance care planning is a process (not
necessarily a document) to discuss, in
advance, care options for when the person
may no longer be able to make decisions
for themselves.
Advance Directive
An Advance Directive is a legal document
that states exactly a person’s wishes for
treatment should they no longer be able
to make their own decisions.

Legal Toolkit. End of Life Directions for
Aged Care. 17 min 34 secs [32]

Legal and ethical requirements
As part of the legal and moral responsibility
to maintain public safety, healthcare workers
are expected to uphold their ‘duty of care’. [33]
There are several aspects to duty of care:


Legal



Professional / ethical



Organisational



Community



Personal.

There is a need to balance the safety
of people against:


The safety of other people / your
personal safety



Other people’s rights (eg, the right
to privacy).

A person becomes negligent when these legal
and ethical obligations are not met.
Informed consent is the provision of
information to be able to make a decision that
provides the advantages and disadvantages
of treatment.

Review the following module from the End of
Life Directions for Aged Care (ELDAC) from the
Toolkit Educational Videos to understand more
about end-of-life law in palliative care.
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There are three types of consent:
Implied consent
Not verbal or documented consent, the
consent is given through gestures.
For example:
Asking if someone would like to go for a
walk and they stand up and come with you
without saying anything
Verbal consent
Asking for consent to attend basic cares
For example:
Care worker: ‘May I give you a hand with
a shower this morning Benjamin?’
Benjamin: ‘Yes please, that would be lovely!’
Documented consent
Written consent for more invasive treatment
such as surgery
For example:
A full explanation of the risks and benefits
of a surgical procedure are explained to a
patient and signed consent is obtained by the
doctor to show that the patient understands
all potential risks and complications and
benefits of the intended surgical procedure.
Privacy, confidentiality and storage of
information, are also important legal aspects
of care which were discussed in topic 1.
Ethics is the discipline dealing with moral duty
and obligation [34]
The National Code of Conduct for Health Care
Workers protects the public by setting minimum
standards of conduct and practice for all
unregistered healthcare workers who provide
a health service. [35]
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Most health care workers practice safely,
however a small proportion may pose a risk
to the general public due to:


Incompetence



Engaging in exploitative behaviours



Engaging in predatory behaviours



Illegal activity.

Ensure that you fully understand your
responsibilities and obligations in the Code
of Conduct.
It is up to each state and territory to examine
how the National Code of Conduct for Health
Care Workers is implemented. For more
information review the COAG Health
Council website.
Examples of some potential ethical dilemmas
in palliative care include: [36]


Patient capacity to make decisions



Differences in opinion and conflict
resolution



Requests to withhold information from
a patient



Withdrawing or withholding treatment



Use of artificial nutrition and hydration



Resuscitation planning



Use of palliative sedation



Requests for assistance to die



Privacy and confidentiality.

Summary
In this session we explored the documentation
requirements for palliative and end-of-life care.
We also explored the importance of advance
care planning and identified what Advance
Directives are and the legal and ethical
requirements for documentation throughout
the palliative journey and at the end-of-life.

Additional Resources on advance care planning
and Advance Directives
Advance Care Planning Australia –
Consumer Information

End of Life Directions for Aged Care
(ELDAC)

In addition to clinical information, Advance
Care Planning Australia contains a range of
frequently asked questions and information
about advance care planning for the general
public.

The ELDAC project aims to improve the
care of older Australians. Healthcare team
members and aged care workers can access
information, guidance, and resources to
support palliative care and advance care
planning for older people and their families.

Key national resources
CareSearch

Palliative Care Australia

CareSearch provides information and
evidence-based research about palliative
care for people with a life-limiting illness,
their families and carers – as well as for the
healthcare team members providing their
care. Specific information on advanced care
planning is available.

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 has a range of resources
to assist with advance care planning and
Advance Directives and information
including-fact sheets, training, videos and
general information relevant to carers
working in palliative care.

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 dying and death and decisionmaking at the end of life.
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Topic 3 Session 1
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. What are some important considerations for palliative care plans?
Tip: Don’t just think about the physical aspects of care.
Holistic care principles, including spirituality are a large component of palliative care principles.
Specific, Measurable, Achievable, Relevant and set within a time frame (SMART)
2. How would you, as a carer, respond to the following situations:
Tip: What should you do legally?
i.

The person’s goals are not consistent with their prognosis
Speak immediately with your supervisor and establish new goals with the nurse, patient
and family.

ii. Their care goals conflict with the goals and wishes of their family?
Speak immediately with your supervisor and establish new goals with the nurse, patient
and family.
3. You identify information within an Advance Directive that you do not understand:
Tip: What should you do if you don’t understand any aspect of care?
i.

What would be the course of action you take?
Speak immediately with your supervisor and seek clarification. Obtain some education on
Advance Directives and advance care planning.

ii. What legal or ethical obligation does your answer align with?
Duty of care, The National Code of Conduct for health care workers
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Topic 3 Session 2

3.2 Common symptoms in palliative care
An introduction to identifying and documenting common symptoms in palliative care.

Aim: To develop an understanding of the common symptoms in palliative care.
At the end of this session you should be able to:


Identify common symptoms in palliative care



Observe and document the person’s pain and other symptoms in line with responsibilities
in the care plan



Describe processes for evaluating and documenting the effectiveness of implemented care
strategies



Discuss the nutritional and hydration requirements for a person receiving palliative care.

Understanding common
symptoms in palliative care

Common symptoms
in palliative care

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. [1]

Illness often follows a common path. In
palliative care we can prepare for expected
possible symptoms from research and past
experiences, for example a person receiving
chemotherapy may feel sick (nauseous) from
some chemotherapy medications.
Symptom management is an important
component of palliative care.

The focus of palliative care is reducing
suffering, managing symptoms and providing
comfort and assistance. [1]
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Common symptoms in palliative care include:

Cachexia, sarcopenia and anorexia

Pain

Anorexia (lack of appetite) and weight loss
in advanced life-limiting illness. [4]

Pain is an unpleasant sensory and emotional
experience associated with actual or potential
tissue damage, or described in terms of such
damage. [2]
Fatigue
Can be an ongoing and distressing sense
of tiredness, which: [3]


Is not related to activity



Is not relieved by sleep or rest



Interferes with normal functioning.

Swallowing difficulties
Dysphagia (swallowing difficulty) is a common
condition among people receiving palliative
care. [4] Dysphagia may present as: [5]

Sarcopenia relates to muscle wasting.
Cachexia is the loss of weight and muscle.
Cachexia affects the person’s ability to cope
with treatment. [7, 8]
Nausea and vomiting
Nausea the state of feeling sick; it can be
intermittent or persistent, and either with or
without vomiting. [9] Nausea and vomiting can
arise from all parts of the gastrointestinal tract.
It can have many causes including medications,
anxiety or disease progression.
Dry Mouth (Xerostomia)		



Difficulty swallowing food or fluids

Medications and dehydration through disease
progression can cause xerostomia.



Coughing / choking during or after
meals

Constipation



Unintentional weight loss



Persistent throat clearing



A wet, gurgling voice after eating

The frequency of bowel movements varies
from person-to-person. When faeces become
difficult to pass, constipation can occur. This
can be due to: [4]



Changes in breathing



Dehydration



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



Lack of fibre

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





Reduced peristalsis (the usual
squeezing motion of the intestines
to move food along)



Pain while swallowing



Lack of movement



Heartburn



Some medications. [4, 10, 11]



Excessive secretions



Leakage of food or saliva from
the mouth.

Dysphagia increases the risks of choking,
Aspiration (breathing a foreign object or liquid
into an airway) and aspiration pneumonia. [5, 6]
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Dyspnoea

Psychological symptoms

Dyspnoea is shortness of breath. People with
dyspnoea often report feeling like they are: [12]

Common psychological symptoms related
to mental health function in palliative care
include: [15]



Suffocating



Short of breath



Distress



Unable to get a breath



Depression



Drowning.



Anxiety



Suicidal ideation



Delirium



Sleep disturbance



Alcohol and other drug problems.

Cough
Coughing can be a very distressing and an
exhausting symptom for a person with a lifelimiting illness. Common causes include: [12]


Other illnesses (eg, asthma, heart
failure)



Chest infections



Choking due to poor swallowing



Itching



Lung cancer causing airway irritation.



Sweating

Delirium



Skin infections

Delirium is a state of confusion potentially
due to: [13]



Pressure injury.



Medications



Dehydration



Infection



Poor oxygen levels in the blood.

Nervous system problems
Possible problems related to the nervous
system can include: [12, 14]


Headaches



Illness-related nerve damage



Sensory dysfunction



Dizziness



Poor coordination



Seizures



Movement disorders



Muscle cramps and spasms.

Skin problems and wound development
Skin condition concerns occur frequently
in life-limiting illness and include: [16]

Itch and sweating can be particularly
troublesome and further reduce quality of life
for a person with a symptoms. [17]
Symptom management involves trying to
understand where and why these symptoms
have developed. Physical symptoms
experienced by people with a life-limiting
illness can affect their ability to complete
daily activities of living. There are many other
symptoms that may be experienced and will
also require addressing.
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Individual people will have individual symptoms
depending on their disease progression. The
severity of the symptoms and their response
may be determined by: [18]

Recognising common symptoms
in palliative care



Spiritual concerns – existential distress



Psychological symptoms – anxiety,
depression, fear



Cultural issues (communication
difficulties)



The person’s understanding of the
disease and symptom



Other long-term health disorders
causing other symptoms



Guarding – holding or touching an area
that may be causing pain



Social difficulties – loss of control, loss
of income, change of family role, clinic
waiting times



Fidgeting



Nausea or vomiting – can be an
indicator of severe pain



Quiet and withdrawn



Agitated and aggressive



Increased breathing pattern



Grimacing or facial expressions
indicating being uncomfortable.



Drug use – fear, myths, past
experience, incorrect dose



Age of person



Performance status.

Thinking Points
Can you name five examples of how you
could identify discomfort in a person
through their non-verbal communication?
Did you identify?

When a confused person has pain, a common
reaction is to become agitated. This behavior
can be misinterpreted. Any person with a
sudden change in behaviour should always be
referred to your supervisor and assessed
for pain.
It is important to recognise that symptoms
often present together and can indicate
a common cause. [19, 20]
Examples of symptom clusters:
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Nausea and vomiting with lack of
appetite, in gastrointestinal cancers



Pain, fatigue and sleep disturbance
with mood disturbance of anxiety
and / or depression.

Monitoring common symptoms

palliAGED Activity
Review the palliAGED Tips for Careworkers below and complete the reflections for the
following common palliative symptoms. [21–26]


Cachexia, sarcopenia and anorexia



Constipation



Dyspnoea



Faecal incontinence



Frailty



Skin and wound care

PCC4U Care Worker Toolkit – Implementation Guide (April 2020) 159

Nutrition and hydration
requirements
Malnutrition is too much, or too little, or
imbalances in a person’s energy and / or
nutrients. [27] Dehydration is a lack of fluid
leading to mineral imbalances in the body
which may result in death if not treated.
Care workers should be aware of and / or
monitoring what people eat, and that they are
completing full meals. When people are unwell,
a reduced appetite may be one of the first
symptoms leading to anorexia and weight loss.
When people feel unwell, small regular meals
are advised rather than encouraging large meals
which may be overwhelming.
Indications of malnourishment and dehydration
can include:


Reduced weight



Reduced interest in food



Inability to clear airways



Inability to swallow



Fatigue



Nausea.

Dysphagia is a difficulty in swallowing. [6] When
there is a difficulty swallowing there is very
high risk of choking and food or fluid entering
the lungs. People with dysphagia need to be
assessed by a professional speech pathologist
to identify if they need food and fluids to be
thickened to reduce the risk of choking.
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Indications of potential dysphagia can include:


Having a weak cough



Drooling



Unable to hold their head up



Feeling sleepy / fatigued



Gurgling



Pocketing of food in the cheeks



Lack of appetite.

WARNING!
If there are any concerns about
a person’s swallowing ability
DO NOT GIVE ANY FOOD
OR FLUIDS
Alert your supervisor immediately
so the person can be reviewed safely.
They may need thickened fluids and
pureed or soft foods to aid swallowing
or further medical review.

This assessment is usually conducted
by a speech pathologist.
If thickened foods and fluids have been
prescribed, a competency in feeding people
with dysphagia MUST be obtained before you
can assist with feeding or hydrating people.
See organisational policies where you work and
speak with your supervisor.

Nutrition and hydration management:




Review and respond to the person’s
wishes regarding nutrition and
hydration
Offer preferred or culturally prepared
and appropriate food

Use a team approach to management
Swallowing – Address swallowing problems:


Speech Pathology



Physiotherapy

Dentition – Promote healthy teeth and gums:



Encourage or assist eating and drinking



Dentist



Provide specialised mealtime
equipment if necessary, such as largehandled cutlery for people with issues
with wrist mobility



Nursing



Dietitian



Provide companionship during meals



Kitchen staff.



Remove unpleasant odours



Involve person in menu planning
if possible







Encourage the person to drink water:

Nutrition – Promote good food intake:

palliAGED Activity



after meals

Review the palliAGED Tips for Careworkers
and complete the reflections:



with medication



Nutrition and Hydration [28]



keep mouth moist and clean



Dysphagia [6]



apply moisturiser to lips

Provide regular oral hygiene


teeth or denture cleaning



assist if unable to self-care

Include additions to increase nutrition
and calories (eg, cream to porridge if
suggested by an allied health member)
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Understanding pain

Acute pain

What is pain?

Acute pain: [34]

Pain occurs in over 50% of people with
advanced cancer and is often a significant
symptom for many people with other
noncancerous, life-limiting illnesses. [29]



Has a sudden onset



Is generally due to tissue damage
or swelling



Occurs to warn us to stop or limit what
we are doing to prevent further injury



Usually fades as the injury heals



May last days to weeks only



Symptoms of acute pain include high
pulse rate, higher blood pressure,
sweating.

Pain from any source can affect the ability to
function and reduces overall quality of life. [30]
Poorly controlled pain can further impair
function, appetite, sleep, mood, and qualityof-life. [31] It is always subjective, which means
we may all experience pain differently. [2, 32]
Pain can be present in the palliative context
due to: [33]


A direct result of illness (such as cancer)



Due to radiation therapy or surgery



Emotional pain.

Pain can be either acute (sudden onset)
or chronic (lasting generally more than three
months).
The type of pain experienced will determine
the treatment for the pain.
Let’s look at acute and chronic pain in more
detail.

Chronic pain
Chronic pain: [34]


Usually lasts longer than three months



Can be due to ongoing disease
or illness



Can become progressively worse



May cause ongoing depression
and anxiety



Symptoms don’t tend to raise pulse rate
or blood pressure in chronic pain.

It is also possible to have episodes of acute
on chronic pain.
For example:
Benjamin has ongoing aching to his ribs which
has lasted longer than 3 months – chronic pain
He also has episodes of chest pain due
to the tumour in his chest – acute pain
Benjamin is said to be experiencing acute
on chronic pain to the chest.
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Identifying pain
Identifying that pain is a problem does not provide enough information to be able to treat the pain
effectively. It needs to be identified if the pain is acute or chronic, also the severity of the pain.
The mnemonic PQRST can help provide a framework for a thorough assessment of pain. [35]
P

Provokes

What caused the pain? What relieves it?

Q

Quality

What does the pain feel like; throbbing, electrical sensation, dull ache?

R

Region / Radiation

Where is the pain located and does it spread anywhere?

S

Severity

How severe is the pain on a numeric scale?

T

Time frame

How long has the pain been there, is it constant or intermittent?
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Pain description
Pain is a subjective experience, which means we all experience pain differently. Pain comes when
and where the patient says it does. Pain perception can be influenced by several factors: [36]

Stimulus

Other physical symptons
from cancer / other pathology eg, fatigue,
adverse effects from treatment

Cultural issues
eg, language / communication,
expectations

Beliefs /
concerns about pain

Coping strategies
eg, active vs passive

Psychological symptoms
eg, anxiety, uncertainty,
anger, guilt, depression

Unique patient aspects
eg, previous, multiple or
progressive pains

Social context
eg, relationship difficulties, loss of work / income,
change of family role, health system issues (such as waiting times),
other treatment providers, conflicting treatment plans
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Pain is a subjective experience. Subjective
data is information that only the person can tell
us about ie, how does the pain feel? where is
the pain?
Care workers need to ask enquiring questions
using the PQRST framework to fully, assess
the person’s pain.
Objective data is information that can be
physically seen ie, a blood pressure reading
or a measurement of weight.
The use of assessment scales where a score
is obtained for pain or problem severity can
help transfer subjective information (‘I think’
statements) into an objective format (ie,
number scale) that can be used to manage
and treat pain.
Pain and symptom scores should ideally be
obtained from the person. If the person is
too unwell then symptom assessment can be
made as a clinical judgement from either the
healthcare staff or from information from the
family. It is important to record in the notes
if information is obtained from anyone other
than the person. When someone else gives
information, this is referred to as ‘by proxy’.

Pain scales
It is important that care workers listen to
subjective information and transfer exactly
what has been communicated. A patient may
state that they are having high levels of pain,
yet they are talking with their family in a lively
conversation. It can be easy to assume that
the person may be exaggerating their pain
score. As care workers, we must always believe
exactly what the person states.
‘Pain is what the person says it is, where the
person says it is’. [37]
There are many reasons why a person may
not appear in pain when, in fact, they are
experiencing high level pain. It is not our role
to make assumptions about people’s subjective
experiences.
Family and friends can also be a good source of
assessment information. People may be more
likely to communicate pain to family if they feel
intimidated talking with healthcare staff.
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Palliative assessment tool
example
The benefits of routine assessment using
standardised forms includes: [38]


Standard assessment and
communication



Baseline assessment and a snapshot
of people’s needs



Tracking and responding to symptoms
and problems.

There are various assessment tools used
throughout Australia.
Review a commonly used form for Symptom
Assessment by visiting the link below.


Symptom Assessment Scale (colour
version)

Review the accompanying forms that include
information on how to complete the Symptom
Assessment Scale in Residential Aged Care
(RAC).


Talking about your symptoms PCOC
SAS flyer (pdf)



Guide for Daily Symptom Assessment
Scale (SAS) by care workers.
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palliAGED Activity
Review the palliAGED Tips for
Careworkers: Pain Management and
complete the reflections. [39]
Ensure you have a copy of the Symptom
Assessment Scale available and follow
Benjamin’s assessment in the case study.
Don’t forget! Different care facilities
may use different paperwork, the general
principles of symptom assessment
are the same, however.

Case Study: Scene 9
Jenny uses the Symptom Assessment
Scale to assess Ben. 4 min 28 secs

Transcript
Jenny: Hey Ben, how are you? I just wanted
to have a chat and see how things are going,
is that okay?
Benjamin: Hey Jenny. Thanks, feeling a bit
crook today to be honest.
Jenny: That doesn’t sound good! Let’s have
a chat and see what’s been happening,
hopefully I can help sort the problem with
the nursing team.
Benjamin: Thanks Jenny.
Close up on the Symptom Assessment Scale
Jenny: So, Ben, I’d like to ask a few
questions about how you’ve been feeling
and the symptoms you may have been
having and how distressing you’ve found
those symptoms. We will do this scoring
system once a day now, unless there are
any changes in your care plan.
Now, your answers need to be about the
past 24-hour period. I have this visual
Symptom Assessment Scale. It’s basically
a big colourful ruler scale to measure
your distress so that we can provide the
appropriate treatment to help. I’m going to
ask you how distressed you’ve been feeling
about certain aspects of your life and I’d like
you to give me a score from 0 to 10.
Points to the scale
So, 0 means you’re perfectly happy and
content with no distress.
10 tells me you’re really upset, bothered
and distressed by the symptoms. If you feel
you’re maybe sat in the middle somewhere
then point to the face or number that you
feel best tells me how distressed you’re
feeling.
Does that make sense?
Benjamin: Yeah, think so. If it’s really bad it
will be a 10, no problem a 0?

Jenny: Great! That’s it! Okay. So, you
mentioned previously that you’ve had some
issues sleeping? How has your sleeping
been over the past 24 hours?
Benjamin: Well, actually that’s a difficult
one to answer. I seem to sleep all the
bloomin’ time. I fell asleep talking to Jan
yesterday! But the thing is…all this sleep I’m
doing; I don’t feel like I’ve had a good sleep
for months! It makes no sense!
I’m not sure how to score that?
Jenny: Okay, you’ve answered two
questions for me at once! Great!
So, sleeping doesn’t appear to be an issue
because you can fall asleep okay, but you
never feel rested? Is that right?
Benjamin: Spot on.
Jenny: So, the feeling of always being tired
is fatigue.
What score would you give for the distress
levels you feel about your sleeping?
I also need another score for the distress
you may feel regarding how tired you have
been even though you may feel like you
may have slept lots?
Benjamin: I’d say 2 for sleeping. I seriously
don’t have any issues falling asleep! (laughs)
I’d actually say 6 for fatigue. I’m just so tired
all the time.
Close-up on the scores being completed,
Sleeping score of 2, Fatigue score of 6.
Jenny: Alright, What about your appetite?
Are you feeling hungry and wanting to eat?
Benjamin: No, not really. I eat because I
know I need to with my diabetes and all
that, but I never really fancy it and I rarely
eat everything they give me. I’d say a 3, I
think.
Close up: Jenny writes 3 in for appetite.
Continued over page
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Transcript continued
Jenny: Thanks Ben, do you feel
nauseous / sick at all?
Benjamin: Yeah, not like I’m about to BE
sick, but enough to make me feel a bit
average all the time, you know? I guess
I’d say a 4.
Close up: Jenny writes 4 in for Nausea
Jenny: Okay, How about your bowels?
Having any problems going to the toilet and
opening your bowels?
Benjamin: (laughs) Oh righto!! A bit bunged
up really. I don’t get up and around and get
things moving like I used to. I’m still going
every day, just a bit slow. I’d say a 3.

a bad chesty cold, you know? The coughing
is causing me even more pain in my chest
than usual
Flash on the screen – Q – Quality –
What does the pain feel like?
Jenny: What does the pain feel like?
How would you describe it?
Benjamin: Well my normal pain is like I’ve
got cramp, or a stitch, you know, when
you go for a run? But right up under my rib
cage in the middle here. After I cough up
that horrible stuff my lungs feel like they’re
burning.

Close up: Jenny writes 3 in for Bowels

Flash on the screen – R Radiates / Region –
Does to spread anywhere?

Jenny: Okay, what about your breathing?
Any problems there?

Jenny: Does it spread anywhere or stay
in the same place?

Benjamin: Yeah, if I’m not sitting up
properly, I feel like I’m really trying to catch
my breath… Horrible feeling! The care
worker last night stacked a load of pillows
up for me because I was having a real
problem. It’s scary you know? I’d say 6.

Benjamin: Nah, stays put in the same place

Close up: Jenny writes 6 in for Breathing

Flash on the screen –S Severity – Rate the pain
from 0 – 10.
Jenny: Okay, can you put a score on how
distressed you are by the pain from 0-10?
0 = No distress, 10 = really agitated and
very distressed.

Jenny: What about your pain Ben?
Any pain?

(Points to SAS)

Benjamin: Yeah, in my bloomin’ chest here

Close up: Jenny writes 6 in for Pain

Points to central chest area.

Jenny: Thanks Ben, I’ll have a chat with the
nurse and give her the information you have
provided, and we can help you with these
symptoms you’re experiencing.

Flash on the screen – P – Provokes What provokes the pain?
Jenny: Okay, what brings the pain on?
Benjamin: I’ve had this cough for years, but
I’m coughing up this sticky horrible yellowgreen stuff and I feel like I have
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Benjamin: Hmm, probably a 6

I’ll be back very shortly.
Benjamin: Thanks Jenny.

Thinking Points
What can the Symptom Assessment Scale
tell us about Ben’s condition?
Brainstorm possible responses and write
them down or discuss them as a group.
Hopefully you identified the main areas of
concern for Ben that will need addressing
specifically in the care plan:


Nausea



Breathing



Fatigue



Pain.
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Review the completed Symptom Assessment Scale for Benjamin below:
(Please complete or affix Label here)
UPI:
Surname
First name:
DOB:

123456
Daily
Benjamin
10/02/1958

Symptom Assessment Scale
Please use this form to tell us about the symptoms that bother, worry or
distress you. This information will help us to meet your needs.
Absent
0

Mild
1

Severe

Moderate

2

3

4

5

6

7

8

9

1. Write the day or date in the first row.
2. Use the scale above to choose a number between 0 and 10 that shows how
bothered, worried or distressed you are.
3. You can add other symptoms in the blank space at the bottom of the list.
Day or date

Mon

Difficulty sleeping

2

Appetite problems

3

Nausea

4

Bowel problems

3

Breathing problems

6

Fatigue

6

Pain

6

Other

0

Symptom Assessment Scale. Palliative Care Outcomes Collaboration (2020).
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10

Documenting and reporting needs and issues including pain
Review each of the stages to identify the relevant documentation that may need completing
by the team:

Assessment
 Admission
documentation
 Observation forms;

Blood pressure, urine tests,
weight and height,
bowel charts, etc,

Planning

Evaluation
 Care plans

 Care plans

 Care pathways

 Care pathways

(if relevant)

(if relevant)

 Multidisciplinary

 Multidisciplinary

progress notes.

progress notes.

Implementation
 Care plans
 Care pathways

(if relevant)
 Multidisciplinary

progress notes.
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Summary of care process
Review the following table to summarise requirements for care
Assessment
Planning

Implementation

Evaluation



Focused questions and physical observations



Specific assessment tools to measure symptoms objectively.



Ensure that the proposed care is in line with care requirements
of the person and their family



Consider any Advance Directives that might be relevant to the
situation



Development of a care plan and goals in collaboration with
other team members



Prioritise problems with team members.



Put the plan into action



Document findings in relevant healthcare records



Escalate assessment findings to appropriate staff member
or allied health professional.



Has the person’s quality of life been improved?



Evaluate the plan with other team members to see if it worked
and report your findings



Make further changes in collaboration with other team
members
if necessary.

Reviewing care
When care plans have been written they need
to be followed and reviewed regularly.

Ensure you complete full assessments of
people’s needs with your supervisor / registered
nurse by regularly evaluating the care that has
already been given. This includes:

There are many changing needs in healthcare.
Deterioration and recovery need to be
identified so that care plans can be reviewed
and updated so that relevant care is provided.



Identifying if pain / symptom relief
has worked



Identifying if there have been
unwanted side effects of treatment

The inclusion of the person’s holistic needs and
family needs should be considered with care
planning and care plan evaluation.



Identifying any changes in behaviour
or appearance.

As a care worker, you will have the opportunity
to work very closely with people; washing,
feeding and assisting with elimination needs.
You are likely to be the first person available to
be able to identify a deterioration in a person’s
condition, especially if a trusting relationship
has been developed.
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If you identify any problems in your evaluation
this needs to be escalated for discussion with
your supervisor immediately.

Documentation
The documentation that should be completed
will vary between organisations, discuss this
with your supervisor. Generally, documentation
should be clearly written and should always
include:

Document care measures by including:


Date and time care completed



Resources required



Outcome of care measure
(Was it successful?)



Ongoing care / assessment.



Person’s name



Persons date of birth



Persons identification number



Date



Time

When documenting care, wording must always
remain professional with no assumptions. Avoid
using subjective ‘I think’ comments such as;



Your signature

‘Ben was cranky today’.



Your surname in capital letters



Your specific role (Care worker etc,).

Document assessment by including:


Description of the event



Assessment tools used and results



Location of symptom/s



How long has the symptom been
present?



What aggravates or alleviates the
symptom?

Ensure all information is provided to your
supervisor.

Instead, describe the facts of what you have
seen:
‘Ben stated that he felt frustrated this morning
due to his shortness of breath…’
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Review the completed documentation for Benjamin


Symptom Assessment Scale



Care plan (completed by nursing staff)



Progress note entry.

(Please complete or affix Label here)
UPI:
Surname
First name:
DOB:

123456
Daily
Benjamin
10/02/1958

Symptom Assessment Scale
Please use this form to tell us about the symptoms that bother, worry or
distress you. This information will help us to meet your needs.
Absent
0

Mild
1

Severe

Moderate

2

3

4

5

6

7

8

9

1. Write the day or date in the first row.
2. Use the scale above to choose a number between 0 and 10 that shows how
bothered, worried or distressed you are.
3. You can add other symptoms in the blank space at the bottom of the list.
Day or date

Mon

Difficulty sleeping

2

Appetite problems

3

Nausea

4

Bowel problems

3

Breathing problems

6

Fatigue

6

Pain

6

Other

0

Symptom Assessment Scale. Palliative Care
Outcomes Collaboration (2020).

Full size documents may be accessed
via eLearning modules.
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Case studies for the
Care Worker Toolkit
These case studies have been developed to assist with the three case studies required
to complete the Performance Evidence for the unit of competency CHCPAL001 – Deliver care
services using a palliative approach (Release 2).

Performance Evidence
The candidate must show evidence of the ability to complete tasks outlined in elements and
performance criteria of this unit, manage tasks and manage contingencies in the context of the
job role. There must be evidence that the candidate has: supported, reported and documented
issues and needs of 3 people in palliative care.

Review the following case studies.
Tasks can be completed in small groups, as an educator led discussion or role play.
The Symptom Assessment Scale documentation can be downloaded from the Care Worker Toolkit.
Using the descriptions below, students can:


Allocate a score to the Symptom Assessment Scale



Discuss the care plan needs and attempt to develop a goal of care that is SMART
(Specific, Measurable, Achievable, Relevant and set within a Time frame)



Complete a progress note entry.

Discussion points are provided to think through the options for care delivery and trouble-shoot
potential issues that will need addressing to effectively care for the individuals.
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Character 1 – Benjamin Daily
The case study of Benjamin Daily runs throughout
the Care Worker Toolkit

Character 2 – Vika, Aboriginal lady wanting to return to Country
Summary from topic 1
Vika is an 82-year-old proud Yugara woman who has been in good
health for most of her life. She has been displaying signs of increasing
confusion and sleeping / staying in bed for longer periods. She often
feels weak and has been eating less and less. She has recently told her
family that she would like to return to Country before she is too weak
to make the journey.

Part 1 – Vika’s journey
Vika is an 82-year-old proud Yugara woman living in Gladstone, Queensland, for the past
10 years. She has been in good health most of her life. Vika was diagnosed with chronic
renal failure four years ago. Vika’s kidneys are failing to remove the toxins from her body
effectively.
Vika has been under the palliative care team for the past three years. She was offered
the option of renal dialysis recently to help remove the excess toxins from her blood as
her kidneys are failing, but after discussion with her family, she has decided not to receive
dialysis. Vika has been through many medical treatments over the years, she feels that
‘enough is enough’. She wants the remaining part of her life to be with family, spent as quality
time, not fighting for her life with more time in hospital away from the people she cares
about.
Vika and her family wish for her to return to Country. She feels a close spiritual connection
to the land of her ancestors and wants to be with her family when she passes. Vika wants
her family closely involved in her care and included in all aspects of decision-making and
treatment. Vika has specifically requested that her daughter is always present when any
health-related issues are discussed.
As she is suffering from confusion and fatigue, she will need support from healthcare services
in Brisbane and Gladstone to help her transition back to Country.
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Discussion point 1
1. What are some of the cultural and practical requirements that need to be addressed
to support Vika, her family and her wishes?
Options to be discussed should include:


Liaising with her family



Inclusion of the Aboriginal and Torres Strait Island Liaison Officers based in Gladstone and
Brisbane



Fully understanding Vika’s wishes, where exactly would she like to go? How will she get there?
Who will be with her? Is she willing to accept hospital or home palliative / end-of-life care when
she returns to Country? If she chooses to pass-away / finish up on Country, what equipment
and resources does she require?



Does she have an advance care plan and has she completed an Advance Directive?



Do Vika and her family understand the consequences of refusing treatment and making
an informed decision about her end-of-life care?



Is Vika’s confusion potentially affecting her decision-making capacity?

Part 2 – Vika’s journey
Vika had multiple conversations with family and her palliative care team regarding advance
care planning when she was first referred to the palliative care team. She has completed an
Advance Directive with the help of her daughter and family. The palliative care team is keen
to support Vika’s decision to choose the location of her passing and return to Country. The
doctor suggested that she may have only have six to eight weeks until she passes.
Vika has complained of pain to the lower flank region (waist region). The pain has been
intense over the past 24-hours. She has stayed in bed most of the day due to the pain. The
pain and the high level of toxins in her body have made Vika feel very nauseous. She hasn’t
vomited, but she feels very sick. She has also become forgetful over the past week; the
doctor has stated that this confusion is likely due to the toxins in her bloodstream.
As she hasn’t been eating or drinking, she is quite dehydrated and constipated. Her
constipation is also causing her pain.
She appears slightly confused wanting to frequently go to the toilet, but not being able to
have her bowels opened. She then gets frustrated and stumbles around appearing in pain.
Vika is lying in bed for most of the day and night. She is very restless and needs assistance
to sit up with three pillows to support her; she is unable to lie flat because she becomes very
breathless. When she is supported in an upright position in bed, she can breathe better and
sleep for short periods only.
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Discussion point 2
2. Complete the Symptom Assessment Scale for Vika by proxy (interpreting her scores
for her).
Students should identify that all scores should be in the high range (8–10) and they should also identify
that her mobility may have become an issue as she was described as ‘stumbling around’. This will need
the team to complete a referral to the physiotherapist to ensure she is mobilising safely and has the
necessary equipment at home.
3. Make a holistic assessment of Vika to identify her care needs and pose the dignity question:
‘What do I need to know about you as a person to give you the best care possible?’
Assess the following aspects of Vika’s life.
Physical



Scoring 8–10 for; sleeping, appetite, nausea, bowel problems, breathing
problems, fatigue and pain and new issues with mobility.

Emotional



Has strong family support.



Returning to Country is a high priority.



Connection with family is everything to Vika especially at the end of life.



Strong minded lady who understands what she wants and has a strong
will to make it happen with family support.



Does not want to die alone in hospital.



Wanting to be with family and mob at end of life.



Good support network.



Daughter to be present for all health discussions.



Spiritual connection to Country, wanting to pass with family.

Social

Spiritual / Cultural

4. Complete an entry in the progress notes as though you have assisted in discharging Vika
from the clinic in Gladstone. Remember the legal aspects of documentation:


Vika’s name on every page



Black pen, legible



No gaps



Date / Time



Designation (For example: Aged Care Team) and location



Signature followed by initials and role (Care Worker).
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Character 3 – Mr Chen. Culturally and Linguistically Diverse
(CALD) gentleman at end of life.
Summary from topic 1
Mr Chen, a 69-year-old man with end-stage heart failure who is
experiencing extreme tiredness and increasing shortness of breath
after walking short distances. Mr Chen lives in an aged care home and
has had three emergency hospital admissions in the past 12 months.
He is concerned about what quality of life his future holds and if he will
be able to remain living in his current residence. He is worried about
when he will die – and where – and how much pain he will be in.

Part 1 – Mr Chen’s journey
Mr Chen is a 69-year-old Chinese gentleman. He has lived in Perth for the past 20 years.
He immigrated to Australia from China with his wife and daughter. Sadly, Mr Chens’ wife died
eight years ago. Mr Chen’s daughter tried to care for her father at their apartment in Perth
but found it increasingly difficult due to his shortness of breath and increasing care needs.
Mr Chen decided to move to a residential care facility to help with his basic needs and reduce
the stress on his daughter.
Mr Chen speaks very little English. He has relied on his daughter to translate English to
Mandarin for him up until his transfer to the residential care facility. His daughter has recently
returned to China after getting married.
Mr Chen has heart failure which results in him feeling very short of breath and unable to walk
more than 10 metres at a time. Mr Chen was transferred to the care of the palliative team at
the start of this year due to multiple emergency hospital admissions due to his heart failure.
There have been discussion between the doctors and the residential care facility manager
about the suitability of the residential care facility as he is now becoming very unwell.
Mr Chen is very scared; he understands that he is dying but due to the language barrier
he is only understanding a little of each conversation. He is feeling isolated and vulnerable
as there are no other members of the Chinese community in the residential care facility.
Since the move, he has not been able to follow his Buddhist faith and he feels he has lost
his ability to cope as his faith has been neglected.
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Discussion point 1
1. What are some of the cultural and practical requirements that need to be addressed
to support Mr Chen?
Options to be discussed should include:


Accessing a professional interpreter to have conversations with Mr Chen regarding his
needs and treatment plan and the possibility of seeing his daughter again



Discussing through the interpreter, advance care planning and identifying if Mr Chen has
an established Advance Directive



Fully understanding Mr Chen’s wishes, where exactly would he like to go? Understanding
his options (residential care facility vs hospice / acute palliative care unit)



Assisting Mr Chen to reconnect with his faith – attendance at a place of worship and / or
someone from the Chinese community seeing him regularly.

Part 2 – Mr Chen’s journey
An interpreter was arranged so that a conversation could take place between Mr Chen and
his palliative care nurse. Mr Chen has not had any formal conversations regarding advance
care planning, but he is very keen to take an active role in discussions and learning about his
care options at end of life.
It was identified in the conversation that over the past day, Mr Chen has experienced
continuing problems with his breathing that is causing him great anxiety. He can walk to the
bathroom in his room at the care facility but then needs to sit down and allow his breathing to
recover for at least 10 minutes before returning. His sleep has also been affected; he is unable
to lie flat as it causes him to become very short of breath. He has been sitting out in his
chair most of the night, but this has been causing him extreme back pain. He stated that he
is feeling very tired all the time due to the pain, his breathing and the stress of not knowing
what will happen to him.
His appetite has been good, he has no nausea, but he is having problems eating due to his
breathing and has recently lost at least 8 kilograms.
Mr Chen’s bowels have become sluggish due to his reduced movement and reduced diet,
but he states that he does not feel constipated.
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Discussion point 2
2. Complete the Symptom Assessment Scale for Mr Chen by proxy (interpreting the scores
for him).
Any score within the ranges listed below is acceptable.
The additional symptom of anxiety has also been added.

Symptom Assessment Scale. Palliative Care Outcomes Collaboration (2020).
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3. Make a holistic assessment of Mr Chen to identify his care needs and pose the dignity
question:
‘What do I need to know about you as a person to give you the best care possible?’
Assess the following aspects of Mr Chen’s life.
Physical



Poor breathing and reduced mobility.



Fatigue and back pain due to sleeping in the chair at night

Emotional



Feeling isolated and scared due to lack of knowledge about his own
health, future and illness.

Social



Feeling isolated. Wife has passed away, daughter in China.



No residents around him who speak his language.



Unable to maintain his faith since moving to the aged care home.



Possibly due to lack of communication and knowledge of the local
Buddhist community.



No contact with Chinese community, feeling isolated.

Spiritual

Cultural

4. Complete an entry in the progress notes as though you are documenting the conversation
between the palliative care nurse, the translator and Mr Chen.
Remember the legal aspects of documentation:


Mr Chen’s name on every page



Black pen, legible



No gaps



Date / Time



Designation (For example: Aged Care Team) and location



Signature followed by initials and role (Care Worker).

Summary
In this session we looked at common palliative
symptoms of a person with a life-limiting
illness. We also observed possible causes of
the symptoms and how they develop, as well
as how they may be experienced differently by
individuals depending on their circumstances.
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Topic 3 Session 2
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. Describe some common changing needs in palliative care.
Tip: Think about the Symptom Assessment Scale, what were you looking for?
Any symptom on the Symptom Assessment Scale could be a potentially changing need which
is why they need monitoring at least every 24 hours. There are also other symptoms which is why
it is important for the person to be assessed holistically and regularly re-evaluated.
2. Who would you communicate these needs to and how would you communicate these
needs?
Tip: Think about what is best – verbal or documented information?
Your supervisor should be informed of any changes in the persons condition. A professional verbal
handover should initially be made followed up by formal documentation in the progress notes. Any
important information should also be communicated at handover to subsequent shifts.
3. What is the mnemonic for assessing pain?
Tip: PQRST… what does it stand for?
P Provokes – What initiates or aggravates the pain?
Q Quality – The type of pain
R Radiates / Region – Where is the pain and does it spread anywhere?
S Severity – Score the pain from 0-10.
T Time – How long has the pain been present?
4. Discuss five potential warning signs of a dysphagic person.
Tip: Remember dysphagia is problems swallowing.
Answers can include any of the following:
Having a weak cough
 Drooling
 Unable to hold their head up
 Sleepy / fatigued
 Gurgling
 Pocketing of food in the cheeks
 Lack of appetite


5. If a person required thickened fluids, what is your role?
Tip: Are you competent to do this?
Unless you have completed a specific competency in feeding people with swallowing difficulties then
you should not be feeding the person. Alert your supervisor.
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Topic 3 Session 3

3.3 Supporting people with pain
An introduction to understanding how to support people in palliative care with pain.

Aim: To develop an understanding of pain management and comfort promotion strategies
within your role definition.
At the end of this session you should be able to:


Identify appropriate pain management techniques to promote comfort



Implement strategies to manage pain and promote comfort in line with the care plan
and role



Describe processes for evaluating and documenting the effectiveness of implemented
care strategies



Refer to the appropriate member of staff any misconceptions regarding pain medication
usage.

The health care team role
in pain management
For people affected by life-limiting illness,
assessing and maintaining optimal function
at each stage of illness can help ensure a better
quality of life, reduce distress and, possibly,

of the healthcare team need to follow
organisational policy and best practice and
remain skilled in their care provision by
attending regular training updates.
Role definitions within healthcare need
to be clearly understood. Stepping outside

the need for extensive hospitalisation. [1–4]

of your role and performing tasks that sit

Due to the complex nature of palliative care

disciplinary action and possibly prosecution.

there needs to be clear understanding of roles

This is because other roles may have required

and responsibilities for care workers in the

more education and competency assessment

palliative care environment. All members

to acquire that title.

within another role may lead to potential
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The following table highlights the roles and responsibilities of key members of the palliative
care team.
Doctor





Psychologist [5]




Formal physical assessment of patient
Prescription of care
Prescription of medications.
Assessment of the mind and emotions related to behaviours
Assessment and diagnosis of needs and goals.

Social Worker [6]



Assist with practical difficulties including- social, financial and legal
matters.

Registered Nurse



Administration of prescribed medications and oxygen therapy
Care planning based on doctors prescribed care
Care provision
Provision of care with any additional competencies that may have
been completed.





Enrolled Nurse
(with a medications
endorsement)







Care Worker

Under supervision of Registered Nurse
Administration of medications and oxygen therapy
Assist the Registered Nurse with care planning
Basic care provision
Provision of care with any additional competencies that may have
been completed.



Basic cares
Assistance with activities of daily living
Comfort and emotional support role.

Physiotherapist



Treatment of muscoskeletal issues through exercise and massage.

Occupational
Therapist



Assessment of activities of daily living and assessing and
implementing care to maximise independence.

Dietician [7]



Nutritional support and education

Diversional
Therapist



Implement activities to support wellbeing of people through
activities that support holistic wellbeing.

Pastoral Care



Caring responsibilities relating to spiritual care and wellbeing

Cultural Liaison



Inclusion of culturally appropriate knowledge and care and
involvement of the community for support and wellbeing.
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Working together to support
people with pain
Good pain control is the responsibility of the
whole team and involves working closely with
the person and care workers to develop and
maintain a person-centred care plan.
Discussion about pain, communicates to the
person that these symptoms are acknowledged
and that treatments are available and being
sought.
It is important to assess and reassess
frequently.
Gaining an overall picture of an individual’s
pain from a holistic viewpoint allows treatment
options using either additional therapies to
ease pain and symptoms and / or medications.
Pain that is not controlled causes significant
distress and disability. Early action reduces the
amount of pain experienced and the amount of
medications used in the long term.
When managing pain, particularly pain that
is difficult to control, it is important that the
person, family, friends and the multidisciplinary
team collaborate. For people receiving palliative
care, maintaining relationships and continuing
normal daily activities are just as important,
if not more so, than symptom control. [8, 9]

Promoting comfort
There are many ‘simple’ measures that can
be taken to provide comfort especially at the
end of life. As adequate hydration becomes a
problem, comfort measures to add lubrication
to mucous membranes (the lining of the mouth
and eyes) is needed. Mouth and eye care are
small measures that can create great relief
to people at the end of life. [10]
As the level of consciousness decreases, there
may be a tendency for the eyes to have a
reduced ability to blink, drying the eyes further.
The use of a warm face washer can also
provide great relief and relaxation. People
who remain semi-conscious may still be aware
that measures are being taken to keep them
comfortable. [10] Providing warm face washers
and lip balm to dry cracked lips is also a skill
that care workers can encourage the family
to complete and feel they have a valued role
in caring for their loved one.

palliAGED Activity
Review the palliAGED Tips for Careworkers
below and complete the reflections
for the following common palliative
symptoms. [11, 12]
Oral care
Eye Care
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Pressure areas can be described as:
‘Localised injury to the skin and / or underlying
tissue usually over a bony prominence, as a result
of pressure, or pressure in combination
with shear’. [13]
Pressure injuries are the development
of wounds through the constant pressure
of a hard surface against soft tissues. Pressure
injuries can take a long time to heal, they
can be painful and are incredibly expensive
to manage. [13] Due to these factors, health
facilities have strict pressure management
policies.
It is important you are aware of the condition
of the person’s skin and check it regularly for
redness or any signs of breakdown in the skin’s
surface. If you are concerned, speak with your
supervisor immediately.
The key to avoiding pressure injuries,
is to gently encourage regular movement.
Regular turning of the person at the end
of life if they are bed bound, can avoid undue
stress, pain and anxiety for the person
and their families.

Complementary therapies
When used in conjunction with conventional
medicine, additional therapies can be effective.
People may use complementary therapies
to gain a sense of control. Complementary
therapies work by modifying or altering the
brain’s perception of pain. [15]
In a palliative care context, complementary
therapies are described as evidence-based,
supportive treatments to palliative care,
used to control or ease symptoms, enhance
physical, mental and spiritual well-being, and
optimise quality of life for individuals and their
families. [16, 17]
Massage
Manipulation of muscle for health and
wellbeing. There are many types of massage
therapy available. Evidence has shown benefits
including increased circulation, reduced
tension, relaxation, improved lymphatic
drainage, heightened mental awareness.
Caution should be used; therapies should
be discussed with the doctor beforehand
to ensure suitability in palliative care. [17]
Music

Video Resource
Pressure Injury Prevention. Queensland
Government. 3 min 45 secs [14]
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Useful to reduce stress and anxiety and
aid relaxation. [18]
Art Therapy
Visual art-making, drama, dance and movement
to improve physical, mental and emotional
wellbeing. [19]

Heat / Cool packs

Following the care plan

Heat packs are beneficial for aching joints and
muscle stiffness. Should not be used on areas
of skin irritability or over wounds. Be aware of
organisational policy, facilities generally have
policies on the use of heat packs and heating
them appropriately.

The therapies that have been discussed with
the palliative care team as suitable treatments
may be included into the care plan. It is
important that care workers are familiar with
the care plan and the treatment specifics for
each person.

Cool packs are beneficial for swelling and pain.
Ensure a towel is used around the heat / cool
packs to avoid thermal damage to skin.

The effectiveness should also be documented
in the notes and any problems, interactions or
issues escalated to your supervisor immediately
and the therapy stopped until a review has
been made.

Aromatherapy
Use of essential oils, sometimes used with
massage. Oils can be used in a burner or mixed
with massage products.
Caution to be used as they can cause adverse
effects and interact with treatments. Use
should be confirmed by the doctor first.
Mindfulness meditation
The ability to be fully present in the moment.
Can reduce stress and feelings of sadness and
increase focus and happiness. [20]

The roles of each member of the palliative care
team should be very clear.

You must not be giving medications
of any description as this sits outside
your role definition.
If you are unsure of what you can be doing
to manage a person’s pain, please speak
with your supervisor immediately.

When complementary therapies like herbs
or supplements are taken orally, topically
or by another route, it is important to consider
the possibility of side-effects. [16]
All therapies should be discussed for their
suitability with the supervisor and the palliative
care team as interactions may occur.
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Reviewing and documenting care
All care should be documented effectively.
When understanding the effectiveness of pain and symptom management it is important to view
data from assessments as a trend and not just consider one-off recordings.
Review the Symptom Assessment Scale below and discuss as a group the trends that are apparent.

Symptom Assessment Scale. Palliative Care Outcomes Collaboration (2020).
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Did you identify:


Increasing bother / distress related to
difficulty with sleeping and fatigue over
the past week



Pain is concerning John more



Evidence that by Sunday 8th, John is
having increased distress related to
symptoms compared to Monday 1st.

Critical reflection is an important skill to
identify factors influencing the persons change
in bother, worry or distress related
to symptoms.
Always remember to review trends
in results, not just one-off readings.

Pain relief and management
WARNING!
Medication administration via any route
requires additional training.
Ensure you follow organisational policy
and procedure and follow your role
description at all times.
If unsure ask your supervisor immediately.

Pain relief
The choice of pain medication for a person with
a life-limiting illness should be based on the
type and severity of pain.
Consider: [6]


The individual needs and illness
requirements of the person



Any kidney or liver problems that may
reduce the breakdown of medications



The potential for adverse effects and
the outcome for the person.

When analgesia (pain killers) are given in the
palliative care context, lower level analgesia
should be used first, increasing the level of the
medication until pain is relieved. Additional
medication may also be used with analgesics to
assist with anxiety and fears (prescribed by a
doctor). [21]
To maintain a pain-free balance, medications
should be given regularly (every few hours). It is
not safe to only give medications, as and when,
they are needed as higher level medications
tend to be needed as pain escalates out of
control. [21]
To assist with pain management, using
complementary therapies can prevent the
usage of high-level medications.

Tolerance, dependence
and addiction
People taking opioid medications that have
been prescribed, and the usage monitored
closely by a healthcare team are unlikely to
become addicted to medications. [22]
Regular review of medications occurs by
pharmacists and doctors to ensure appropriate
prescribing and administration of medications.
Tolerance of medications can be a problem in
the palliative care setting as increasing doses of
medications are required to achieve the same
pain management over periods of time. Opioid
risk assessment tools can be used by nursing
staff to monitor medication effects and ensure
the safety of the person when higher dose
medications are used for pain management. [22]
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Routes of administration
Review the common routes below. [23]

Vaginal
Pessary
Generally hormones,
avoids issues with
gastrointestinal
absorption

Rectal
Suppository
Absorbed
via the rectal
membranes

Transdermal
Via a patch
or topical cream
to the skin

Pulmonary

Enteral

Inhalation through
the mouth/nose
via an inhaler or
nebuliser directly
to the lungs

Delivered directly
into the stomach
or intestine
via a tube

Buccal

Sublingual

Via the mucous
membranes of the
mouth and allow
the medication
to dissolve

Medications
absorbed under
the tongue into the
bloodstream

Injection

Otic

Subcutaneous
Intramuscular

Into the ear

Intravenous*

Oral

Nasal
Direct delivery into
target area of the
respiratory tract

Occular
Via the eye –
eyedrops generally
only targeted at
the eye itself

The most
preferred route
of administration;
ease of use, cost,
absorption

* Subcutaneous – into the fatty tissues of the skin. Intramuscular – the muscle layer.
Intravenous – directly into the vein.
196 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Monitoring pain relief strategies
When and how often should pain be assessed?




At each encounter with a healthcare
professional and at least once per shift
for people in acute care settings
Before, during, and after procedures,
which might induce discomfort or pain



When a change occurs in the person’s
pain or when a new pain occurs



When there has been a change in the
pain medication dose

Sudden onset of severe pain should be
recognised as a medical emergency and
requires immediate assessment. [24]
After any medications have been given, it is
important to ensure that regular review occurs
to monitor for side effects of medication and
any additional therapy interactions.
With Morphine and other opioid medications,
it is particularly important to be aware of
a reduced breathing rate. If you have any
concerns alert your supervisor immediately.
Possible side-effects to opioids are listed
below: [25]


Nausea or vomiting



Constipation



Sedation



Respiratory depression (less than eight
breaths per minute)



Dry mouth



Cognitive impairment



Confusion



Hallucinations



Seizures.

Effective pain management is measured
in terms of: [24]
The person:


Reduced pain levels stated
by the person



Increased functional status



Increased quality of life.

The healthcare organisation:


Reduced costs to the healthcare facility



Increased patient satisfaction



Reduced length of stay in acute
facilities



Reduced readmission rates
to acute facilities



Reduced home care costs.

Review the caring@home website
and download the: Guidelines for the handling
of palliative care medicines in community services.
This document will help you understand
the requirements for medication administration
in the community.

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Opioid Analgesics
and complete the reflections. [26]
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In the Aged Care Home in Ben’s room. Ben has
had a Symptom Assessment Scale completed.
Jenny returns to talk with Ben after he has had
some strong pain killers.

Case Study: Scene 10
Watch the following video: Jenny, the
care worker, supports Ben with pain
management techniques. 2 min 46 secs

Transcript
Jenny: Hi Ben, It’s Jenny again.

What do you think Ben?

Benjamin: Hey Jenny.

Having a hand massage can really help you
to relax.

Jenny: I understand that the nurses have
just been to see you and given you some
strong pain killers after you said you were
distressed with a score of 6/10 for pain?
Have you had the pain killers?
Benjamin: Yes, thanks Jenny. The nurse has
given me a tablet. She said it was strong
and will help my pain but will probably take
10–15 minutes to start to work.
Jenny: Well, I’m glad you’ve had the tablet.
I was talking with my supervisor and the
palliative care team earlier about your pain.
The nurse asked if it was okay for you
to have hand massages to help with pain
management. The doctor thought it was a
great idea!
She was pleased that the nurse had asked if
it was okay though.
Some complementary therapies can
interact with other treatments, but she
seemed to think a massage for you was a
great idea!
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We could combine it with some relaxing
music.
Hopefully it will help you have a sleep. Not
just fall asleep but have a quality rest that
will help your other symptoms too, like the
fatigue you said you were experiencing?
Benjamin: Sounds perfect! I get so stressed
out when this pain won’t shift. It makes me
really tense all over.
Jenny: Let me help you Ben, I can position
these pillows better for you. Repositioning
you a little in the bed will hopefully help
with the pain.
I have some heat packs with me too, would
you like a couple on your back and one on
your front?
Benjamin: Mate! That sounds amazing!
Jenny: Just feel the heat pack here, not too
hot?
Continued over page

Transcript continued
Jenny hands a heat pack to Ben to check
the temperature
Benjamin: Perfect!
Jenny: Have you tried doing some deep
breathing exercises when you can, to help
get rid of some of that phlegm on your
chest so you can cough it up? Try and take
and some nice deep breaths a few times
a day.
Maybe try drinking a bit more fluid too, it
will make it easier to cough up the phlegm.
We have a relaxation channel on the radio,
want to listen to it quietly?
Benjamin: Sounds good, Jenny, this is top
notch treatment here you know!
Jenny: (Laughs) Okay if I do the hand
massage?

Benjamin: I feel better already Jenny, just
being able to relax has helped loads. My
pain feels a bit better because of it.
Jenny: Yeah? It’s only been a couple of
minutes (laughs)
Well, good, how distressed are you feeling
with the pain now?
Benjamin: probably a 3?
Jenny: That’s great news mate! I’ll leave you
to have a rest.
Ben, I know you want to sleep, but I will
leave the door ajar if that’s okay? I’ll come
by often to see that you’re okay after the
medication.
I’ll leave the call bell right here if you need
anything or feel unwell in any way. Can you
reach it?
Benjamin: Yes, thanks Jenny

Benjamin: Thanks Jenny.
Did you identify?

Thinking Points



Communication



Describe the additional therapies used by
Jenny to manage Ben’s pain

Empathy



Hand massage



Relaxing music

Brainstorm possible responses and write
them down or discuss them as a group.



Positional change



Heat packs



Reassurance.
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Clarifying common misconceptions regarding pain relief
Any identified misconceptions in the workplace related to pain relief should be discussed
and escalated to the supervisor.

Activity
Align the health professional into the area that is their speciality and where they
can provide advice.

Answer:
Enrolled Nurses

Medication and additional therapy advice

Registered Nurses

Medication and additional therapy advice

Pharmacist

Medication information

Doctor

Medication and additional therapy advice

Pain Team

Medication and additional therapy advice

Palliative Care Team members

Medication and additional therapy advice

Physiotherapist

Additional Therapy advice

Occupational Therapist

Additional Therapy advice

Pain experienced by individuals with life-limiting illnesses, is commonly undertreated. A number
of barriers and myths exist that contribute to this, including person and family concerns, healthcare
professional concerns, and system barriers.

200 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Person and family barriers and myths include:



System barriers and myths: [27]



Fear of addiction





Fear of side-effects of pain medication
(eg, drowsiness, unconsciousness)

Rules relating to restriction of analgesic
prescribing





Impact of side-effects of medication

A threat of criminal charges for
prescribers



Anxiety and depression





Cultural and spiritual beliefs related
to pain and suffering

Lack of coordination of care,
particularly during the transition
to facilities



Intellectual / cognitive impairment
affecting pain assessment



Lack of availability of opioids in a rural
or isolated region.



Lack of understanding of prescribed
drugs due to communication difficulties
(eg, language, intellect, delirium)



Failure to report pain.

Healthcare professional’s barriers and myths:


Lack of awareness of the person’s pain



Lack of time and resources to address
pain



Lack of knowledge about the
assessment and management of pain



Lack of knowledge about the
management of side-effects of pain
medication



Confusion and concern relating to
analgesic tolerance and addiction



Under-prescribing opioids due to fear
of regulatory scrutiny.

palliAGED Activity
Review the palliAGED Tips for
Careworkers: Myths about Morphine
and complete the reflections. [28]
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In the following video 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.

Video Resource
Bassam’s Story. Palliative Care Australia.
7 min 58 secs. [29]

Thinking Points
Review the questions below and discuss
as a group.
Characteristics of symptoms
How does Bassam describe his experience
with pain?
How does Bassam discuss the differences
between physical and psychological pain?
Contributing factors
What contributes to Bassam’s pain?
Behavioural responses
How is Bassam affected by his pain?
Meaning of symptoms
How would you assess the meaning of the
symptoms to Bassam?
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Summary
In this session we looked at palliative pain
and symptom management and the process
of following a plan of care in collaboration
with the multidisciplinary team.
We learnt about the importance of effective
pain management using additional therapies
and Benjamin’s continuing story allowed us
to take a closer look at symptoms as well
as consider what may cause them.
We also reviewed some common myths
in healthcare surrounding morphine and
opioid-based medications.

Topic 3 Session 3
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. Where would you find information to help identify how to manage a person’s pain?
Tip: Remember you cannot give medications! It is outside of your role description / scope.
The care plan should provide all individualised information regarding care treatment and expected
outcomes.
2. Name four additional therapies that could be used in conjunction with pain medication
to alleviate pain.
Tip: Think about relaxation techniques.
Any additional therapies listed are suitable including music, meditation, massage, heat / cool packs,
aromatherapy.
3. Name three potential side-effects of opioid analgesics.
Tip: If you don’t know, ensure you read through the section again
Answers can include but are not limited to nausea and vomiting, constipation, sedation, respiratory
depression, dry mouth, cognitive impairment, confusion, seizures.
4. Identify and discuss as a group two common myths regarding pain relief. Identify
the following:
Tip: There are many myths about Morphine.
i.

Why do you think that myth is common?

ii. What factual response would you give to a person concerned about that myth?
Any response that is a common myth is adequate including the appropriate professional response
addressing their concerns
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Topic 4

End-of-life care strategies

Overview
This topic will help you to develop the knowledge and skills needed to support quality care for people
affected by life-limiting illness.
You will examine the emotional impact of end-of-life diagnosis on the person, their family and carers before
exploring the knowledge, skills and attitudes required to support care needs and preferences ensuring that
care at all times remains culturally responsive.
These sessions and case study reviews, will enable you to identify deterioration in a person’s condition and
understand through acknowledgment of advance care planning how to care for the person, family and carers
acting as advocate for the person to complete advance care plan goals.
After-death cares will be explored focusing on the dignity of the person, legal responsibilities and
communication with family and carers.
Aim: To develop an understanding of signs of deterioration and imminent death and strategies to support
the person’s changing needs.
In this topic students will learn to:

















Provide a supportive environment to the individual, families and carers and / or significant others involved
in their care at the end of life
Respect and support the person’s preferences and culture when providing end-of-life care according
to the care plan and role
Recognise any signs of the person’s imminent death or deterioration and report to the appropriate
member of the care team in line with organisation requirements
Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements
Deliver services in a manner that supports the right of individuals to choose the location of their
end-of-life care
Regularly check for any changes in the care plan that indicate decisions made by the person have been
reviewed
Provide a supportive environment to the individual, families, carers and / or significant others involved
in their care at the end of life
Respect and support the person’s preferences and culture when providing end-of-life care according
to care plan and role
Maintain the dignity of the person when providing planned end-of-life care and care immediately
following death.
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Topic 4

End-of-life care strategies
To develop an understanding of signs of deterioration and imminent death and strategies to support the person’s
changing needs.
In this topic students will learn to:


Provide a supportive environment to the individual, families and carers and / or significant others involved in their care
at the end of life



Respect and support the person’s preferences and culture when providing end-of-life care according to the care plan
and role



Recognise any signs of the person’s imminent death or deterioration and report to the appropriate member of the care
team in line with organisation requirements



Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements



Deliver services in a manner that supports the right of individuals to choose the location of their end-of-life care



Regularly check for any changes in the care plan that indicate decisions made by the person have been reviewed



Provide a supportive environment to the individual, families, carers and / or significant others involved in their care
at the end of life



Respect and support the person’s preferences and culture when providing end-of-life care according to care plan
and role



Maintain the dignity of the person when providing planned end-of-life care and care immediately following death.

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

4.1 Amy’s Story (Cultural
competency at the end
of life).

To introduce Amy, her background
and diagnosis and respect and
support her cultural needs end
of life.

 Provide a supportive
environment to the individual,
families, carers and / or
significant others involved in
their care at the end of life.

Scene 10a: 4 min 22 secs
Introducing Amy and her family.

 Respect and support the
person’s preferences and
culture when providing end-oflife care according to the care
plan and role.
4.2 Recognising the endof-life phase

To develop an understanding of
the signs of imminent death and
requirements within your role
description.
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 Recognise any signs and
symptoms of the person’s
imminent death or deterioration
and report to an appropriate
member of care team in line
with organisation requirements.

Scene 11: 2 min 25 secs
Jenny, the care worker, identifies
symptoms of Ben’s deteriorating
condition.
Scene 12: 4 min 21 secs
Ben has deteriorated further and is
receiving end-of-life care.

SESSION

AIM

LEARNING OUTCOME

CASE STUDY

4.3 Providing care at the
end of life

To develop an understanding
of end-of-life supportive care
requirements as documented in
the care plan including choice of
location of end-of-life care.

 Comply with end-of-life
decisions as documented in the
care plan and in keeping with
legal requirements

Scene 13: 5 min 54 sec
Jan and Jenny, Ben’s care worker,
discuss Ben’s end-of-life care.

 Report the person’s changing
needs and issues, in relation
to end of life, to the
appropriate team member for
documentation in the care plan

Scene 14: 6 min 11 sec
After-death care, and care of the
family.

 Deliver services in a manner
that supports the right of
individuals to choose the
location of their end-of-life care
 Regularly check for any changes
on the care plan that indicate
decisions made by the person
have been reviewed
 Provide a supportive
environment to the individual,
families, carers and / or
significant others involved in
their care at the end of life
 Respect and support the
person’s preferences and
culture when providing end-oflife care according to the care
plan and role
 Maintain dignity of the person
when providing planned end-oflife care and care immediately
following death.
4.4 After-death care

4.5 Supporting the family
and carers

To develop an understanding
of how to maintain the person’s
dignity after they have died in
accordance with the person’s
cultural, religious and spiritual
needs.

 Maintain dignity of the person
when providing planned end-oflife care and care immediately
following death

Develop an understanding of the
strategies and resources to support
families and carers when the
person is at the end of life.

 Monitor the impact of the
person’s end-of-life needs,
issues and decisions on families,
carers and / or significant
others and refer to appropriate
member of the care team in line
with organisation protocols to
ensure they are supported

 Provide consideration of
cultural, religious and spiritual
differences in relation to dying
and death.

 Provide emotional support
to other individuals, carers,
families and / or significant
others when a death has
occurred in line with role.
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Topic 4

CHCPAL001 mapping
Elements and Performance Criteria addressed in Topic 4:
Element 3: Follow the person’s advance care directives in the care plan

T4

PC3.2

Comply with end-of-life decisions as documented in the care plan and in
keeping with legal requirements

4.3

PC3.4

Monitor the impact of the person’s end-of-life needs, issues and decisions on
families, carers and / or significant others and refer to appropriate member of
the care team in line with organisation protocols to ensure they are supported

4.5

PC3.5

Deliver services in a manner that supports the right of individuals to choose
the location of their end of life care

4.3

Element 5: Follow end-of-life care strategies

T4

PC5.1

Regularly check for any changes on care plan that indicate decisions made
by the person have been reviewed

4.3

PC5.2

Provide a supportive environment to the individual, families, carers and / or
significant others involved in their care at end-of-life

4.1

Respect and support the person’s preferences and culture when providing
end-of-life care according to care plan and role

4.1

PC5.4

Maintain dignity of the person when providing planned end-of-life care and
care immediately following death

4.3

PC5.5

Recognise any signs of the person’s imminent death or deterioration and report
to appropriate member of care team in line with organisation requirements

4.2

PC5.6

Provide emotional support to other individuals, carers, families and / or
significant others when a death has occurred in line with role

4.5

PC5.3

4.3
4.3
4.4

Knowledge Evidence addressed in Topic 4:
KE3

Knowledge Evidence

T4

Cultural, religious and spiritual differences in relation to death and dying

4.3
4.4

KE4

The stages of grief and personal strategies for managing reactions to grief

4.5

KE11

Various signs of imminent death and / or deterioration

4.2
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Topic 4 Session 1
4.1 Amy’s story

(Cultural competence at the end of life)
An introduction to the case study used throughout this session.

Aim: To introduce Amy, her background and diagnosis and respect and support her cultural needs
at the end of life.
At the end of this session you should be able to:


Provide a supportive environment to the individual, families, carers and / or significant
others involved in their care at the end of life



Respect and support the person’s preferences and culture when providing end-of-life care
according to the care plan and role.

Supportive environment
A supportive environment in the palliative care
context can relate to several areas. These can
include (but are not limited to):


Communication



Person-centred care



Support networks (family and
friends / carers)



Therapeutic environment



Quality care provision



Resource availability



Acceptance and understanding
of individual needs.

Communication and the
therapeutic environment
Topic 2.2 discussed in detail communication
strategies including active listening, empathy,
empowerment and hope.

Question
Can you think of ways that healthcare
facilities can provide an environment that
helps promote communication, relaxation
and safety?
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Thinking Points

The therapeutic environment is the location
(home, hospital, facility etc,) that encourages
the person, family and carers to feel relaxed
and calm by increasing their ability to cope and
communicate effectively.

In what way can you include and support
the family and create a supportive
environment at the end of life?
Brainstorm possible responses and write
them down or discuss them as a group.

This can include many aspects of the location. [1]
Colour of the walls
Light coloured paint or artwork can provide a
sense of light and nature to create a relaxing
and calm sensation [2]
Number of windows and amount of natural
light in the room
Natural light can help people with dementia
and delirium to regulate body clocks.

Did you include any of the following?
Supportive environments including family
members can be created by:


Being approachable and allowing the
family to ask relevant questions



Being aware of the potential emotions
that family may express and allowing
them to discuss how they feel



Providing health literature such as
pamphlets regarding; counselling,
bereavement, practical aspects of care
such as funeral arrangements and what
to expect when a loved one dies



Ensuring support can be available for
families to maintain usual roles ie,
children to get to school and afterschool activities, house cleaning etc,



Use of technology for family who are
unable to visit to video chat with family
members



Encourage home cooked food to
promote comfort and familiarity



Family to bring familiar items such as
bedding, photographs, ornaments.

Access / views to outside environment
Reduces sense of confinement
Turning a bed towards the window
Aiding in relaxation by providing natural light
and viewing nature to reduce sense
of confinement.

Individualised care
Person-centred care that remains holistic and
respects culture can be achieved by:


Family meetings to ensure the whole
family are included in decision-making
processes for care planning



Ensuring family and carers can stay
with the person if requested at the end
of life



Active listening and ensuring care
delivery is prompt and efficient



Involvement of support networks
such as religious / spiritual leaders and
practices.
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Supporting cultural differences
at the end of life
Care workers can ensure cultural needs are met
by following the care plan specifically relating
to issues such as:


People / family members they may wish
to be present (or not present)



Religious / spiritual rituals should be
adhered to if appropriate, such as
prayer times



Familiar food availability, for example
home cooked food should not be
discouraged



Sensitivity to cultural needs regarding
who provides care such as respecting
same gender healthcare workers.

Additional Resource
View the End of Life Directions for
Aged Care (ELDAC) website and view
the Diverse Populations Groups pages to
understand more about respecting culture
in the palliative care context. [3]

Introducing Amy
This session introduces Amy’s story
demonstrating a supportive environment that
acknowledges, respects and supports the
individuals culture.
Lan (Amy) 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 is now 59-years-of-age and has early
onset Alzheimer’s disease. She has recently
been admitted to a care facility due to ongoing
confusion.
She has a son Erik and her mother Mei now in
her 80’s who speaks limited words in English.

Case Study: Scene 10a
Introducing Amy and her family
4 min 21 sec

PCC4U Care Worker Toolkit – Implementation Guide (April 2020) 211

Transcript
Amy: Ling Li have you finished your
schoolwork 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 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?

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: Yes. Although despite
the cultural differences, it’s important to treat Nurse Unit Manager: Remember also, this
is a difficult time for them, as Amy’s condition
Amy as an individual, take a meal to her and
has deteriorated. So I’m sure it helps them
she can choose what she wants to eat.
cope a little more with what’s happening.
Worker: Okay, I will.
Even though language might seem like a
Worker: Hey Misha, could you clarify
barrier at times, if you talk to people as
something for me. Now, I noticed that Amy’s
individuals, share your concerns, get to know
mum Le Mei keeps a piece of jade under
them. The differences aren’t that important.
Amy’s pillow, but she also wears a cross
Physio: Yeh, okay, good point.
around her neck.
Nurse Unit Manager: Okay, see you later
Now, what exactly does she believe in?
Physio: Alright, see ya.
Nurse Unit Manager: I certainly don’t have
one set of beliefs, do you?
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Thinking Points
Identify three ways that the care facility
respected Amy’s culture.
Brainstorm possible responses and write
them down or discuss them as a group.

Summary
In this topic we have explored the importance
of respecting and adhering to a person’s
cultural needs at all stages of treatment but
particularly at the end of life. The inclusion of
the family / significant others in the care plan is
vital to ensure holistic, person-centred care.

Did you identify?


Encouragement of room décor with
culturally significant ornaments and
decorations



Allowing usual family foods to be eaten
within the facility



Understanding / asking relevant
questions to be able to understand and
support religious and spiritual needs
and preferences



Allowing multiple family / visitors
at one time.

Additional Resources

Video Resource
Amy’s Story. PCC4U. 11 min 17 secs

Queensland Health website has some
excellent website links for further
information on multicultural Australia.
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Topic 4 Session 1
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. Reflect on your own culture. What culturally significant people / things would you want
around you if you were in a healthcare facility for a long period of time?
Tip: Do you have a specific ritual / food / clothing when you are sick?
Answers may include specific family members / significant others, particular foods, decorations, doona
cover, pillow, pets?
2. If you didn’t understand aspects of a person’s culture who would be the best person to
discuss this with?
Tip: Think about who would know the most about the person.
The person themselves or family or a cultural representative.
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Topic 4 Session 1
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Topic 4 Session 2

4.2 Recognising the end-of-life phase
An introduction to the recognition and management of the end-of-life phase.

Aim: To develop an understanding of the signs of imminent death and requirements within your
role description.
At the end of this session you should be able to:


Recognise any signs and symptoms of the person’s imminent death or deterioration and
report to appropriate member of care team in line with organisation requirements.

Recognising the end-of-life
phase
At the end phase of life, the healthcare team
needs to be responsive to the supportive care
needs of families and carers.
Care for the person must reflect principles of
good end-of-life care and be more responsive
to sudden changes in the person’s condition.

Thinking Points
What does end of life mean?
What do you think of when you hear the
term ‘end of life’?
Brainstorm possible responses and write
them down or discuss them as a group.
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End of life is defined when death is likely
to occur within days.

Thinking Points

There is no accurate way to determine when
death will occur. [1, 2]
Healthcare staff can identify some common
signs and symptoms to identify a deterioration
in the person in the days and hours leading to
the death if the person has: [1, 3–6]

Why is it important to recognise the endof-life stage?



Brainstorm possible responses and write
them down or discuss them as a group.

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



Reduced strength and energy



Increased drowsiness and sleeping



Reduced eating or drinking



Loss of weight



Fluctuating levels of consciousness



Difficulties swallowing



Possible incontinence.

Timely recognition of the end of life provides
an opportunity to:


Prepare the person and their family and
carers



Spend quality-time sharing thoughts,
love and support



Ensure the healthcare team are
adequately prepared



Say goodbye.

Identifying that death is approaching is an
important skill which allows the healthcare
team, the person with a life-limiting illness,
their family and carers time 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 people to die comfortably. [1]

Thinking Points
How do you know that death is imminent?
Brainstorm possible responses and write
them down or discuss them as a group.
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Be alert and always notify your supervisor
if you believe that a person’s condition is
worsening. Make sure you know who you need
to contact. All members of the palliative care
team should be informed of major changes.
Ensure that you maintain regular
communication with the family.
It can be an overwhelming experience for
both family and care workers. Ensure that you
discuss with family how they are coping and
ensure that they understand what is happening
and what is to be expected.
If you feel that you need support, your
supervisor can assist you.

Thinking Points

Changes to the person’s body

How do you think you may feel when you
need to speak with the family of a person
that is dying?

At the end of life, the severity and number of
symptoms a person has may increase, as their
condition rapidly deteriorates.

Brainstorm possible responses and write
them down or discuss them as a group.

Physical changes may occur very rapidly and
the symptoms and reactions to imminent death
may vary.

Watch the video below to understand that
it can be daunting for care workers to be
speaking with families at the end of life…
but it doesn’t need to be.

Video Resource
Imminent death – How to Respond.
End-of-Life Essentials. 3 min 35 secs [7]

Thinking Points

Signs of deterioration and imminent death
include:


Shutdown of the person’s organs



Mottled, purple / red / brown
discolouration to skin



Changes in breathing patterns, ranging
from slow to irregular and rapid



Reduced urine output, or very
concentrated urine that may be dark
brown in colour as the kidneys stop
working



Drowsiness or a reduced level
of consciousness



What key points have you learnt from
watching the video?

Noisy breathing due to secretions
in the throat



Brainstorm possible responses and write
them down or discuss them as a group.

Very weak pulse as the heart begins
to fail



Seeing visions of friends or family
who have already died



Uncharacteristic or recent restlessness
and agitation (this is referred to as
terminal restlessness)



Pupils fixed and dilated.
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SPICT-4ALL™ Tool
Review the SPICT-4ALL™ Tool and the
guidelines for use to help identify individuals
at risk of deterioration and prompt palliative
care conversations. [8]
The SPICT-4ALL™ chart is a guide to help
identify deterioration in condition. [8]
Health can deteriorate at different rates
depending on many factors such as age, weight
and other long-term illnesses that the person
may have. SPICT-4ALL™ looks at health status
rather than a prognosis giving an individualised
assessment of deterioration. [8]

Activity
Review the following case study of
Benjamin using the SPICT-4ALL™ chart
to identify his recent deterioration
1. Can you identify if Benjamin has
signs of poor or worsening health?
(Section 1)
2. Does Benjamin have any of the
health problems listed?
3. What are they? (Section 2)
4. Review “what we do to help this
person and their family?”
(Section 3).

SPICT-4ALL™ encourages:


Assessment of people’s needs



Identification of health issues



Help strategies.

Video Resource
Review the following videos from the End
of Life Directions for Aged Care (ELDAC)
from the Toolkit Educational Videos to
understand more about recognising
end of life in both the home care and
residential aged care environment. [9, 10]
You can choose which video to watch
depending on the care environment you
are / will be working in – home care or
residential aged care.
Home Care Toolkit. Recognise End of Life.
ELDAC. 9 min 32 secs
Residential Aged Care Toolkit. Recognise
End of Life. ELDAC. 7 min 48 sec
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Case Study: Scene 11
Jenny, the care worker, identifies
symptoms of Ben’s deteriorating
condition. 2 min 24 sec

Transcript
Ben: (Coughing weakly) Sounding very weak
and lethargic.
Jenny: Sorry to wake you Ben, I just wanted
to give you a hand to turn over so that you
don’t get any pressure injuries.
Ben: Hey Jenny. Sally actually just gave
me give me a hand to sit up and change
position.
This chest of mine is getting really horrible,
loads of phlegm on my chest, I needed to
sit up for a bit, I feel short of breath laying
down.
Jenny: Your chest sounds even worse than
yesterday Ben!
I wonder if you may have a temperature
too? I’ll let the nurse know to come and see
you.
Ben, I actually had a chat with the nurse
earlier and I let her know that your chesty
cough sounded really bad. I asked her what
we could do to help your cough and she
let me know that your advance directive
stated that you requested not to have any
antibiotics?
Ben: Yeah, that’s’ right, I didn’t see the point
of treating any infections when I’m going to
die anyway. It’s just prolonging things
Jenny: Just a thought, but maybe you could
have a chat with the doctor again? Maybe
there’s something they could do for your
chesty cough?

Jenny: Well, the nurse said that taking a
course of antibiotic tablets may improve
your quality of life Ben and reduce your
painful coughing. It might make you feel
more comfortable if you’re not having to
cough all the time? She was happy to talk
to you about it with the doctor if you want.
What do you think?
Ben: I think it might be better, can I change
an advance directive? I didn’t want the
nutrition or resuscitation stuff though.
Jenny: I’ll let the nurses and the doctor
know. They can have a chat with you and
ensure we’re providing the care that you
want. Your care plan can be updated so that
the nurses can give antibiotics for symptom
relief.
Ben: Yes, thanks Jenny.
Jenny: Your lips look really sore Ben? Have
they been bleeding?
Ben: Yeah, have been for the past day or so,
I’m so dry in my mouth. I just haven’t got
the energy to drink much.
Jenny: I can give you a hand to gently clean
your mouth and get some regular mouth
swabs for you… and some lip balm to help?
Ben: Thanks Jenny.
Jenny: I’m just going to get some mouthcare
equipment and let the nurses know about
your temperature Ben, I’ll be right back.

Ben: Yeah, maybe, I did tell the doc I didn’t
want any antibiotics originally, I thought the
idea of having antibiotics was to keep me
alive longer? What’s the point when I know
I’m going to die anyway?
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Activity
Did you identify any indicators from the SPICT-4ALL™ tool relevant to Ben?
Does this person have signs of poor or worsening health?


Ben’s general health is poor or getting worse; the person never quite recovers from
being more unwell. (This can mean the person is less able to manage and often stays
in bed or in a chair for more than half the day)



Needs help from others for care due to increasing physical and / or mental health
problems.



Has troublesome symptoms most of the time despite good treatment of their health
problems.

Does this person have any of these health problems?
Cancer:


Ben has lung cancer



He is less able to manage usual activities and getting worse.



His current treatment is only to help with symptoms.

Lung problems:


Ben is unwell with long term lung problems.



He is short of breath when resting, moving or walking a few steps even when the
chest is at its best.

What we can do to help this person and their family:
(What already has been completed for Benjamin?)


Start talking with the person and their family about why making plans for care is
important



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



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

(What else could be done for Benjamin and his family, or could be reviewed again?)


Ask for help or advice from a nurse, doctor or other professional who can assess the
person and their family and help plan care



We can look at the persons medicines and other treatments to make sure we are
giving them the best care or get advice from a specialist if problems are complicated
or hard to manage.
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The care worker’s roles
and responsibilities
Question
What is the role of the care worker at the
end of life?

The initial focus is on ensuring the comfort
of the person.
At the end of life, the palliative care team will
play an important role in ensuring pain and
discomfort is well managed.
Care workers can help identify through
observation of the person, if they are
semi-conscious, and discussion with the
family / carers any pain or symptoms to be
managed.
Communication with all members of the
multidisciplinary team is very important
so that individualised end-of-life cares can
be predicted early and initiated to keep the
person comfortable.
Focus does move to a stronger role in
supporting the family / carers at the end of life
once the person is comfortable and symptoms
are being managed.
There are many actions care workers can
take to support the person and family / carers
and encourage the person’s end of life to be
a peaceful transition rather than a traumatic
experience.

Actions include:


Identifying deterioration in condition



Providing comfort cares



Ensuring any Advance Directives
have been communicated to the
family / carers and all members
of the multidisciplinary team



Acting as advocate for the person
and family / carers



Being present and willing to listen,
remember, you don’t need to give
advice, just listening is supportive



Ensuring any relevant people are
present; religious / spiritual guidance,
pastoral care etc.



Random acts of kindness such as
bringing the family a cup of tea, picking
a flower from the garden for the family,
letting them know you care. The
smaller acts tend to leave the biggest
impression with families when they
reflect on the end of life experience of
their loved ones once they have died.

palliAGED Activity
Review the palliAGED Tips for
Careworkers below and complete the
reflections for the following common
palliative symptoms.
Recognising deterioration [6]
Respiratory secretions [11]
Signs of imminent death [12]
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Case Study: Scene 12
Ben has deteriorated further and is
receiving end-of-life care. 4 min 20 secs

Transcript
Jan has visited Ben, she walks out and heads
to talk with Jenny

Jan: Yes, I noticed his lips were looking
really dry yesterday.

Jenny: Hi Jan, How are you? I didn’t see you
come in?

Jenny: Ben is starting to be very fatigued
now. He is very weak. He has stopped
eating now too. I think you need to prepare
yourself Jan that it may be only a short time
until Ben passes.

Jan: Okay thanks Jenny, I just arrived a few
minutes ago, just popped in to see Benny
quickly before seeing you.
Jan: (starting to panic) I just don’t
understand Jenny.

I’m so sorry.

He’s getting really sick now.

Jenny: Would you like me to contact
anyone to support you?

He didn’t get out of bed yesterday and
barely said a word all day and I can just see
that he’s in pain.
I feel so helpless Jenny.
He’s dying, isn’t he?
Jenny: I’m sorry Jan. Yes, Ben is dying, his
condition has deteriorated.
The nurse said that Ben has finished the
course of antibiotics now; they’ve helped
with the amount he’s coughing. We’ve
started to do hourly mouthcares. As he’s
sleeping more, and mouth breathing due to
his shortness of breath, we’ve also started
fan therapy which can really help with his
feelings of breathlessness. Jane, the nurse
said he really doesn’t want an oxygen mask.
I’ve noticed his mouth is really dry and
sore too. The regular mouthcares can be
really effective and make him much more
comfortable than he has been.
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Jan leans forward and cries quietly

How about Father Michael? Or your
children?
Jan: Yes, Father Michael. He’s been so good
to us already. I would really like to talk to
him.
The kids are coming over this evening to
stay for a while, that will be nice… for us all
to be together, even for a short time.
Jenny: Jan, there are a few other things that
we need to do to help Ben.
The doctors and nurses are going to start
a pump of pain killers into Ben’s abdomen.
The nurses will come and explain it in more
detail for you. The pain killers will help the
pain and his nausea.
Jan: Okay, is that the Morphine I hear
people talking about? Doesn’t that just…
finish him off?
Continued over page

Jenny: No, Morphine is a pain killer and can
also help with the feelings of shortness of
breath that Ben has. It might make him a
little sleepy. We can talk to the Registered
Nurse about it if you want?
Jan: Okay, if you think it will help? I know
you have all spoken about the pump for a
while and let me know about it.

Jenny: He’s in and out of consciousness
at points. Talking to him can be really
supportive… hearing your voice. You can
talk about your family, things you have
done, read him the newspaper or a book?
They say that the last of our senses to go
is hearing, some people can hear what is
happening even if they appear unconscious.

I’m just so worried about him Jenny. What
if…you know… he, dies and no one is with
him?
I feel so helpless.

Jan: Really? I guess I just assumed he had no
idea I was even in the room?

Jenny: I can get a bed for you to sleep in the
room with him if you are worried Jan? I’ll
run it by the nurse first, but I’m sure she’ll
be happy to support you.

Jan: Thanks Jenny, for the chat. You all look
after Benny so well. I just know that it won’t
be long. It’s scary, but also part of me wants
it over. Isn’t that a terrible thing to say?

Oh Jenny, please can you do that? I just
don’t want to leave him now.

Jenny: Not at all. It’s a terrible thing
watching your partner go through what Ben
has. It’s perfectly normal to want it to be
over; for you and him. The good thing Jan is
that you are talking about it.

Jenny: Of course, I’ll do it shortly for you
and ask the team if we can order meals for
you too.
The other thing you can do is the
mouthcare if you want to? I can show you
how to do it? It’s a big comfort to Ben, it’s
been causing him a lot of pain, he gets a lot
of relief from it.

Jenny: No, not at all. Ben tells me when he’s
awake that he knows you’ve been there.

I’ll check with nurses and go and get the
room set up with a camp bed Jan, and I’ll
ask if we can give Father Michael a ring too.

Jan: Oh Jenny, thank you, anything that
will help Benny, I’ll do it.
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To support the family during the end-of-life
phase, it is helpful to encourage them to take
on a role where they can feel useful and are
providing care and being of assistance.
Encouraging family and carers to talk with the
person even though they may be unconscious
provides care dual fold, the family feel they
are contributing to cares, and the person, even
though they may be unconscious, are aware
that their loved ones are with them and they
are not alone.
Teaching family members basic care such
as applying lip balm to painful lips or hand
massage encourages touch which is therapeutic
and relaxing to both the family member
and the person.

Summary
In this session we have learnt how to identify
the deteriorating person and to escalate any
concerns to your supervisor or relevant person
immediately.
Signs of imminent death have been discussed
and practical cares reviewed.
The focus of care at the end of life does move
towards a supportive role for the family.
Supporting the family can take many forms;
emotional, spiritual and practical.
Palliative care should be strongly responsive
to the needs, preferences and values of people,
their families and carers. A person and familycentred approach to palliative care is based
on effective communication, shared decisionmaking and personal autonomy. [13]

Additional Resources
The Art of Dying Well website has
resources to review for end of life
spirituality concerns. [14]

226 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Topic 4 Session 2
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. What is the difference between palliative care and end-of-life cares?
Tip: Many people think they are both the same, they are not.
Palliative care is person and family-centred care provided for a person with an active, progressive,
advanced disease, who has little or no prospect of cure and who is expected to die, and for whom the
primary goal is to optimise the quality of life.
End-of-Life relates to the last few days of life. [15]
2. List four signs of imminent death.
Tip: Ensure you know these well so you can identify them.
Any answer that is relevant including:
 Shutdown of the person’s organs
 Mottled; purple / red / brown discolouration to skin
 Changes in breathing patterns, ranging from slow to irregular to rapid
 Reduced urine output, or very concentrated urine that may be dark brown in colour as the kidneys
stop working
 Drowsiness or a reduced level of consciousness
 Noisy breathing due to secretions in the throat
 Very weak pulse as the heart begins to fail
 Seeing visions of friends or family who have already died
 Uncharacteristic or recent restlessness and agitation (this is referred to as terminal restlessness)
 Pupils fixed and dilated
3. What tool could assist with identifying deterioration?
Tip: We used it to assess Benjamin after the case study.
SPICT-4ALL™ or other organisational assessment tool.
4. What should you do if you observe signs of imminent death for a person that you are
supporting?
Tip: Who needs to know this information?
Remain calm and inform your supervisor. Support the family.
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Topic 4 Session 3

4.3 Providing care at the end of life
An introduction to relieving suffering and maintaining dignity during end-of-life care.

Aim: To develop an understanding of end-of-life supportive care requirements as documented
in the care plan including choice of location of end-of-life care.
At the end of this session you should be able to:


Comply with end-of-life decisions as documented in the care plan and in keeping with legal
requirements



Report the person’s changing needs and issues, in relation to end of life, to the appropriate
team member for documentation in the care plan



Deliver services in a manner that supports the right of individuals to choose the location
of their end-of-life care



Regularly check for any changes on the care plan that indicate decisions made by the
person have been reviewed



Provide a supportive environment to the individual, families, carers and / or significant
others involved in their care at the end of life



Respect and support the person’s preferences and culture when providing end-of-life care
according to the care plan and role



Maintain dignity of the person when providing planned end-of-life care and care
immediately following death.

Principles of good end-of-life
care
End-of-life care or the ‘terminal phase’
generally refers to the last few days of life. [1]
With good preparation and communication
with the person, family and carers, this phase
should be a calm, controlled and spiritual period
where all involved understand their roles,
understand what to expect and have discussed
and resolved any concerns they may have.
Good end-of-life care:

[2]



Recognises and understands that the
person is in the terminal phase



Discusses any concerns and changes to
goals of care with the person and their
family / carers



Documents a plan of care



Maintains comfort, choices and quality
of life



Supports the person’s individuality



Considers psychosocial and spiritual
needs



Offers a choice of place of care when
possible



Reduces inappropriate interventions



Continues support for families after
death as bereavement care.

The imminent signs of death can generally
be predicted with the nature of the illness
and disease progression, however not everyone
will experience all symptoms and the symptoms
may also present in different orders. [3]
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Care plans will change at the end of life
as the person’s condition changes. This will
affect care delivery.
The following care may be initiated at the
end of life as the care plan changes to meet
the changing needs of the person. [1]
Skin Care


Change position as per your
organisations policy to prevent
pressure injuries

Eye Care [5]


Use a sterile gauze ball moistened with
sterile water or normal saline over the
eyelid margins



Wipe from the inner corner of the eye
to the outer edge



Use a new gauze ball and repeat until
secretions are clear



Use a separate pad for each eye.

Incontinence [1]


Monitor for incontinence one to two
hourly

Use a pressure-distributing mattress
as required



Clean the skin with soap and water,
post incontinence

Keep the person warm with a blanket.



Speak with the nursing team to apply
barrier creams (as prescribed) to
prevent skin breakdown



Apply an incontinence aid that draws
moisture away from the skin.



Inspect skin regularly and during cares



Ensure skin remains clean and dry





Mouth Care [4]


One to two hourly mouth care –
moisten mouth with swabs and apply
to inside of cheeks, gums and tongue



Apply lip balm to keep lips moist



Brush / use moistened mouth swabs
to clean teeth and tongue



Try and ensure that the person is sitting
upright when completing mouthcare.

Nasal Care


Clean nostrils (nares) and remove
any debris



Moisturise nostrils to protect from
drying and cracking



Dried secretions and blood must
be gently removed with a damp
washcloth or gauze squares. [4]
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The main priority at the end of life is ensuring
pain is well managed and care is provided in
a dignified manner respecting the person’s
wishes.
The role of the care worker will include basic
care ensuring that the person is comfortable.
The family / carers may also be able to assist
with these basic care measures. [3]
Ensure all care is given as described
in the care plan.

Sleeping – It is normal for
levels of fatigue to increase
at the end of life.
Sleep should be actively encouraged. As the
disease progresses, the person will be sleeping
more and more.
At the end of life, it may become increasingly
difficult to wake people from sleep as they are
slipping in and out of consciousness.
It is important at this point to reassure the
family that this is expected and reaffirm that
this is a normal, expected sign of the dying
process. [3]
Restlessness – At the end of life, reduced
blood flow to the brain can cause restlessness
and agitation. Basic care to reduce agitation
can include:

Restlessness may also be due to pain; adequate
assessment of pain should be ensured. If
the person is semi-conscious, they may be
‘guarding’ an area (touching or grasping at an
area). Ensure the nurse and your supervisor
are informed immediately and relevant pain
assessment is conducted and managed
appropriately.
Eating and drinking – As the
person becomes more fatigued
and the disease process
progresses, it is common to have
a reduced level of consciousness for longer
periods of time.
During this time, eating and drinking will
no longer be possible.
Basic care to help with dehydration can include:


Moistening the mouth, tongue and lips
with a moistened mouth swab

Relaxing music therapy



Applying regular lip balm

Hand massage. [3]



Reassuring the family that it is a normal
process to no longer be eating or
drinking in the end-of-life phase.



Quietly talking with the person
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Temperature – As the body starts to
shut down and blood flow around the
body starts to slow, it is common for
skin to appear pale and cool.
In the last few days, it is common for the skin
to develop a mottled, purple / brown colour in
appearance. This is also due to the blood flow
slowing down. The pulse at this point may also
feel very weak.
Skin may also feel ‘clammy’ (slightly damp).
Family should be reassured that this is
expected. An extra blanket can be given but
don’t provide too many as this may cause
restlessness.
Skin may feel hot. Gentle fan therapy can
be commenced after discussion with your
supervisor, ensuring the air from the fan is
aimed above the head, not directly on the skin.
Breathing – The person’s
breathing may become erratic,
shallow and noisy as they
become unconscious.
Noisy breathing sometimes referred to as
the ‘death rattle’ can be upsetting for family
members. The build-up of secretions in the
back of the throat is normally cleared through
coughing when awake.
As the person slips into deeper levels of
unconsciousness, the ability to clear the throat
is lost and secretions of mucous and phlegm
build in the throat creating a ‘rattling’ noise
with breathing. This is expected. If it is causing
distress to the family, the nurse can speak with
the palliative care team as medications can be
prescribed and given by the nurse to dry up
secretions. [3]

232 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Incontinence – Not all people
become incontinent at the end
of life, but, with a reduced level
of consciousness, it can happen.
To maintain dignity, incontinence pads can
be used and changed regularly.
The urine may become more concentrated and
appear brown as they become progressively
more dehydrated. This is a normal sign at end
of life that the kidneys are shutting down.
Pain – Pain can increase at the end of life with
disease progression.
Effective pain assessment is vitally important
especially as the person’s level of consciousness
reduces. If signs of increasing levels of pain are
being displayed this should be escalated to the
nurse / doctor immediately.
Pain assessment and management are
discussed in detail in topic three.

Preferences in the terminal
phase
The completion of these basic cares can
significantly aid in symptom control. It is
important however to remember the person’s
dignity and respect their wishes.
It is common that the person may request that
basic care interventions such as regular turning
to prevent pressure injuries, not be done [6] and
to be left alone. In this situation the person’s
wishes should be respected, and the supervisor
and the palliative care team informed
immediately.
Excellent documentation in these situations
is vital to ensure the healthcare team are
maintaining their duty of care while also
respecting the person’s wishes. The palliative
care team can also discuss if any changes need
to be made to any Advance Directives.
As the person can become less responsive
at the end of life, it becomes more important
that the substitute decision-maker remains
in communication with the palliative care team
so that the person’s wishes can be respected.
If no substitute decision-maker has been
appointed, then it remains the healthcare staff’s
responsibility to see that the person’s wishes
in their Advance Directive are followed.
Entering into the end-of-life phase can
be a scary time even when families and carers
have had lengthy conversations about what
to expect.

Review the following video to hear some
of the answers to these questions.

Video Resource
What is death like? The Art of Dying Well.
8 min 35 secs [7]

Thinking Points
What are your thoughts after watching
the video about the use of medications
to dry up secretions in the throat of the
individual for the comfort of the family?
Brainstorm possible responses and write
them down or discuss them as a group.
At end of life, there comes a point, once
the person is pain free and comfortable,
that the focus changes to the family. Some
healthcare facilities will give medications to
dry secretions to prevent anxiety and stress
to the family when they hear the noisy ‘death
rattle’ breathing from building secretions in the
throat.
The secretions generally don’t cause any
distress to the person, because, by this
stage they are usually in a deep state of
unconsciousness and they are unable
to clear their own airways.

There are usually many questions about what
is death like? Will there be lots of pain?
Will they know they are dying?
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End-of-life goals of care
It is important to ensure communication with
the family and carers remains open at this stage
and that the goals for care remain realistic.
Due to the complex nature of emotions and
grieving it can be a period where families may
hold unrealistic expectations about miracle
cures and treatments. If families are holding
unrealistic conversations, the palliative care
team should be involved to discuss realistic
care options and outline again the expectations
for care.

Thinking Points
At the end-of-life phase, what are some
realistic end-of-life goals?
Brainstorm possible responses and write
them down or discuss them as a group.

Did you identify potential goal themes such as:


The right to die with dignity



Promotion of comfort



Development of a calm, therapeutic
environment?

Perhaps you had specific goals including:


Management of secretions



Particular people being present at the
end of life



Particular music to be played or being
surrounded by the person’s own
familiar possessions at end of life?
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Responding to changes
in the person’s condition
It should become routine to review the care
plan with the nurse at the beginning of each
shift and ensure that documentation has been
completed at the end of every shift updating
all members of the multidisciplinary team.
If any changes to care have been made, ensure
that all relevant parties have been informed to
maintain a collaborative approach to care.
If changes to the care plan also require a
change to Advance Directives, then the doctor
will need to review care and ensure the person
fully understands the consequences of the
requested changes.
These changes should be formally documented,
and all members of the multidisciplinary team
should be made aware of the new Advance
Directive. If large scale changes are to be made
it may be relevant to hold a family meeting to
ensure everyone understands the new plan.

Care pathways

Communicating care

A care plan is the documented plan
of individualised treatment.

The care plan / care pathway needs to be
updated after each shift as evidence that care
has been provided.

A care pathway is a predetermined plan
of care for a specific problem.
Some facilities use specific End-of-Life Care
Pathways for the Dying that outline specific
care including: [8]


Signs and symptoms at the end of life



Medical interventions



Advance care planning



Spiritual, religious and cultural needs



Communication issues



Comfort cares



Symptom management; comfort
measures and psychosocial care



After-death care.

The decision to move to an End-of-Life
Pathway is made by the palliative care team.
It is usually commenced if three or more
of the following symptoms are displayed: [9]

The progress notes should also be completed
if there are any variances in care. Variances
in care, are any changes from what is expected
in either the care plan or the care pathway.
Documenting in the notes ensures all members
of the multidisciplinary team can follow care
delivery and easily understand any changes.
It is important to encourage families to
communicate to other family members
regarding care and goals. However, it can
become overwhelming when multiple family
members are asking healthcare staff the same
questions. Encourage a spokesperson to
contact the healthcare team and they can
then disperse that information to their family.
Options that families could use to communicate
among themselves include:


Regular emails



Group texts



A regular meeting at a family member’s
home



Experiencing day-to-day deterioration
that is not reversible



Requiring more frequent interventions



Unable to take oral medications



Conference calls



Becoming semi-conscious, with lapses
into unconsciousness



Group video messages.



Increasing loss of ability to swallow



Refusing or unable to take food
or fluids



Irreversible weight loss is occurring



An acute event has occurred, requiring
revision of treatment goals



Profound weakness is apparent



Changes in breathing patterns.
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Providing a supportive
environment

Adequate nutrition and hydration


Thinking Points
In what way can you physically support
families and carers at the end of life?
Brainstorm possible responses and write
them down or discuss them as a group.

The end-of-life journey for families and carers
can be exhausting, both emotionally and
physically. It is important that care workers
promote physical and emotional wellbeing
of families / carers by suggesting:
Physical wellbeing

Ensure they are eating and drinking
properly, some facilities will offer
meals (at a cost) to family members
staying overnight, if not, ensure they
understand where they can purchase
nutritious food nearby.

Poor health


If family members are in ill-health
themselves, reminders from the
healthcare team to be looking after
their health, taking regular breaks,
having fresh air outside, seeing their
GP and taking any prescribed
medication etc,

Emotional Support
Pastoral care can be accessed for both the
person and family and carers.

Adequate sleep




Suggesting that families have a care
roster and take it in turns to spend time
with their loved ones if they wish for
someone to always be present
If it is not possible to roster family
presence, suggest a bed in the room
so that the family member can get
adequate sleep themselves.
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Activity
Review ‘The Dying Process’ from
Palliative Care Australia. [3]

Helping the family prepare
Communication remains a key factor in
ensuring families are aware and prepared
for the end-of-life transition in palliative care.

Case Study: Scene 13
Watch the following video: Jan and Jenny,
Ben’s care worker, discuss Ben’s end-oflife care.

When certain care measures and / or life-saving
interventions are withdrawn it can become
a very emotional period for families.
Strong advance care planning and clear
communication from the palliative care team
with substitute decision-makers can make this
process an easier transition by ensuring
a shared vision of care goals.
Reminders of goals of care and the person’s
wishes is vital at this stage as families can panic
and demand medical interventions that are
against the person’s wishes.
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Transcript
Jan: You know Jenny, I am so happy you
showed me how to help Benny with these
mouthcares. It’s good to feel like I can do
something to help him.

Benny’s my rock, you know? How could I
cope without him? But I am, WE are; the
kids; all thanks to Father Michael and the
team here at the home.

Jenny: Yes, he does look more comfortable.
You do understand that these are comfort
measures Jan don’t you? They aren’t going
to treat or cure him?

I feel hopeful that maybe we will get
through this and be able to support each
other when the time comes.

Jan: Yes, I know, I’m just relieved that I can
do something and that he looks peaceful
now. I feel like I’m actually starting to come
to terms with things now. I’ve had some
great chats with Father Michael. He came
and spoke with me for quite some time
yesterday.
Jason and Rose were there, it was a
beautiful afternoon; warm, but comfortable
and so quiet here except for the sound of
the birds in the garden.
Father Michael administered last rites for
Benny yesterday…
I thought it would be quite traumatic, you
know… acknowledging the end. But it was
beautiful. Benny was semi-conscious; I feel
sure he knew what was happening though.
Of course, I don’t know. But I have a strong
feeling he understood, he seemed relieved,
like a weight had been lifted off him.
Jason and Rose were there too. We had a
nice conversation about it afterwards and
the kids said their goodbyes to Benny.
It’s so strange, I don’t feel at all like
I thought I would. It seems almost surreal
now, like I’m walking this strange path and
I’m on autopilot.
I’m coping with things I didn’t ever think
I would cope with.
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Jenny: That sounds beautiful Jan. I am so
pleased you and your family have found
some peace. You have a wonderful family
and some great support networks around
you.
Jan: This pump seems to have settled Ben.
Jenny: Yes, there’s a big difference in
Ben’s comfort levels. This pump gives a
set amount of pain killers and anti-nausea
medication every hour, the nurses will be
checking the pump, and Ben frequently
now.
Sometimes at the end, the breathing can
become noisy. If that happens, the nurse
can give some medication to dry up the
secretions in the throat to stop the sounds
too.
Jan: I know this sounds like a silly question,
but how will I know he’s died? He seems so
still and peaceful at the moment. I have to
check that he’s breathing regularly.
Jenny: Towards the end, his breathing may
become different. He may take one big
breath and then nothing for 20-30 seconds.
Or his breathing may become so shallow, it
just stops. Either way it’s very peaceful for
Ben, he’s unaware of it. He is slipping in and
out of consciousness now, not just sleeping.
It tells us the time is coming soon.

Is there anyone else that you would like to
be here? I think now may be the time for
anyone that wants to see him to visit.
Jan: He has a sister that lives the other
side of Australia. She’s flying over at the
moment. Do you think she’ll make it, to see
Benny before… you know?
Jenny: It’s a strange thing, I’ve seen it so
many times. People, even when they are
unconscious will wait if they’re aware loved
ones are coming. They will stay alive against
the odds to see their relative and then pass
away peacefully as soon as they’re aware
they’ve visited. I have seen it so many
times.
Jan: How strange? I’ve heard that before
too, I hope she makes it in time.
You know, I was so angry with Benny when
he decided he wanted to come into the
aged care home here to be cared for at the
end.
I really wanted to look after him and care
for him at home.
I think Benny knows me better than I know
myself though.
I think he knew that I wouldn’t be able to
cope alone at home with him dying.
I’m sure I could with the practical things;
washing and dressing. But it’s the emotional
care that I just can’t seem to manage. I think
I’d just end up crying all the time. Benny
really doesn’t need that.
You know there were so many options
discussed?
The Palliative Care Team discussed how we
could care for Benny at home. They had all

this equipment to supply; beds, hoists, toilet
chairs and all.
I know that Benny would be physically
cared for. They would listen to Benny
and me talk for ages about our worries
and concerns when Benny was at home.
They were so respectful and seemed to
understand what Benny wanted, but also
what I wanted and how I was thinking and
what I was needing.
But I think emotionally we made the right
decision for us to come to the aged care
home. So that Benny can relax too, I think.
He’d be more worried about me than
himself if we stayed at home.
It’s great here at the home. When I go to my
house at night, I know that you all advocate
for Benny and follow his wishes in his
Advance Directive and his care plan. That
is such a big relief for both me and Benny;
knowing everyone in the team understands
our story and is acting on his behalf, the
way he wants things.
The team here have been great.
You know, I think I’ve had more in-depth
conversations with the team here than I
ever have in my entire lifetime!
Jenny: It’s such an important choice, where
you want to die. So many things to talk
about. I think for the two of you, you made
the right decision. It’s so important to see
the entire picture of someone’s journey.
What works for one family, may not work
for another.
I’m so pleased you and Ben feel settled here
Jan.
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Thinking Points
Why do you think Jan seems to now feel
comfortable with Ben’s imminent death?
Brainstorm possible responses and write
them down or discuss them as a group.

Did you identify that Jan may feel comfortable
for several reasons?


Father Michael has addressed Ben’s
spiritual needs



Ben appears to be free from pain and
comfortable



Jan appears happy with the choices
that they have made regarding Ben’s
location to die



Jan feels she has physical and
emotional support with Ben in the aged
care home.

Activity
Review this article on ‘Deathbed
Etiquette’ from The Art of Dying. [10]
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Thinking Points
What are your thoughts on the statement:
‘Don’t be surprised if your loved one dies
when you are out of the room – it happens
a lot?’
There are some behaviours that are seen
at the end of life that are not uncommon.
Families may need emotional support to
understand these behaviours and not be
scared by them. Ensure you talk with your
supervisor / registered nurse to discuss
with the family.

Behaviours may include: [11]

Seeing dead relatives

The person dying when everyone has left
the room.

It is not uncommon for people to speak of dead
relatives, friends or pets that have come to
collect them. You may see people reaching to
hold something in front of them when semiconscious.

Some people appear to make a deliberate
choice to die alone. They will wait, even
in an unconscious state, for everyone to leave
the room.
Some may also wait extended periods for
family or friends to visit from far away.
Some people appear to choose to die with
only particular people in the room. This can be
difficult when relatives have taken a break from
being with them for many hours or even days.
They may feel hurt that the dying person has
not ‘chosen’ to be with them at the moment of
death. Or they may feel guilty for believing they
have let the person down by missing the crucial
moment. It may be the case that sometimes
a person needs emotional freedom to die
in peace, on their own or, perhaps because
emotions are running high, they choose to die
in the presence of other relatives or friends
who are more able to cope with it.

Appear to be thinking deeply
They may also appear to be thinking deeply, as
if they are being ‘shown’ information that they
may not have considered before. Dying people,
and those who witness these end-of-life
experiences, usually describe them with loving,
reassuring words such as ‘calming, soothing,
greeting, comforting, beautiful, readying’.

Additional Resources
View the Dying Matters website for more
information: [11]
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Psychosocial aspects of care
To effectively care for a person at the end of life requires a holistic approach.
Below are the care provisions that Ben and Jan have received to ensure holistic care.
Ben
Physical

Emotional

Psychological

Spiritual

Social
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Jan



Pain relief



Bed in the room



Regular turning to prevent
pressure injuries





Mouthcare

Ordering of meals to
support Jan staying with
Ben in the aged care home.



All cares for activities of
daily living.



Talking with Jan regarding
his Advance Directive
ensuring Jan understood his
goals for his death.



Conversations with Jenny,
listening to Jan’s concerns



Being empowered by Jenny
to take a role in Ben’s care
with mouth care



Family being able to say
‘goodbyes’, feeling ‘ready’.

Knowing that the correct
decision had been made to
die at the aged care home
where Jan would receive
more support.



Location of care in the aged
care home



Reassured that Ben is
receiving excellent care in
the aged care home and his
wishes are being followed.



Pastoral care visits





Last rites from Father
Michael.

Conversations with Father
Michael and pastoral carers.



Visits from Jan and family





Interaction with pastoral
care and Father Michael

Having healthcare staff
available to discuss
concerns and Ben’s care.



Conversations with Jenny.



Considerations in the terminal
phase

End-of-life wishes

What beliefs does the person hold?

There are many circumstances at the end of life
that may be confusing for families and carers
that could potentially cause tension between
the family and the healthcare team.

There are many resources available outlining
specific requirements for each religion at the
end of life. Even within the same religious
group there will be various degrees of practice.
Some people may not share a single religion,
but ideas based on a number of religious
beliefs.
The only person that can truly provide
an answer to this question is the person
themselves.
Don’t be afraid to ask about religious beliefs.
The best time to ask this question is at the
initial assessment / meeting. This provides an
opportunity to really understand the person
and provide them some spiritual, emotional
and psychological support by assisting them
to continue to practice their beliefs at the
end of life.
Cultural beliefs can also be discussed with
the person and family. Most families encourage
polite, respectful questions regarding their
culture to try and identify how you can support
the person in a more holistic manner.

Activity
Review the resource on the outline
of different cultural beliefs at the time
of death. [12]

Supporting end-of-life wishes

Excellent communication is vital. With
emotions running high it could be very
likely that family get upset and agitated and
complain, especially if they feel they are losing
control of what is happening with their loved
one.
Excellent communication, informing the family
every step of the way will help prevent this.
Giving family and carers time to understand
information and the opportunity to ask any
questions, no matter how minor they may
seem, will reduce stress and tension for the
family.
At times, you will need to act on the persons
behalf as their advocate.
Advocacy is the act or process of supporting
a cause or proposal. [13]
For example, there may be times that
you identify that the unconscious person
may be in pain, and you escalate your concerns
to the nursing staff. This is acting as advocate
for the person.
You must, however, be very careful not
to abuse the role of advocate.
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Forcing any of your views, religious, political
or otherwise, on the family or the person is
working outside of your role description.
Ensure you are aware of relevant legislation,
organisational values and philosophies and that
you abide by these. If you are unsure if what
you want to suggest to a family is appropriate,
you should speak with your supervisor first.
Being present when a loved one is dying
is obviously a stressful and emotional situation.
There may be times when family or carers may
discuss the concept of euthanasia.
Euthanasia is a deliberate act or omission,
undertaken with the intention of ending
a person’s life. Euthanasia is illegal in all
Australian states and territories except for
Victoria where legislation for Voluntary
Assisted Dying (VAD) was passed in 2019. [14]
A request for euthanasia sometimes comes
from family members. Nurses can be asked
by families to give their loved one something
to ‘end it all’. This may be when the person
is unconscious or in the final days of life, and
appears uncomfortable, as if they are suffering.
Families will sometimes draw comparisons
with the humane treatment of animals who are
considered to have intolerable suffering. [14]
If you are involved in any of these
conversations, you MUST speak with your
supervisor / Registered Nurse immediately.
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Maintain documentation
Documentation in these circumstances needs
to be very clear. It is recommended to speak
with your supervisor and document critical
conversations together to ensure that all events
are documented effectively.

Location for end-of-life care
One of the major decisions a person and
their family moving through the palliative
care process will have to make is the decision
of the location of death.
Possible locations of choice can include
at home, residential aged care facilities,
and inpatient palliative care units.
It should be remembered that any decision
made, does not have to be a final decision. As
with all aspects of palliative care, people can
change their minds depending on their needs.

Thinking Points
What factors do you think could be
considered when trying to identify
where to die, for the person and their
family / carers?
Brainstorm possible responses and write
them down or discuss them as a group.

Points you may have considered could include:
Cultural considerations


Wishing to return to Country



Staying with family



The belief that a person’s soul may last
forever if they die away from home.

Emotional / psychological considerations


Emotional stability of family and carers
to provide end-of-life care



Fear



Perception of pain and pain
management



Support networks.

Economic factors


Finances



Availability of palliative care services



Access to acute care services end of life



Distances to travel for family / carers.

Physical factors


The physical ability of the
family / carers to provide endof-life care at home including
strength / fitness and general health
status.

There are many things people think about in
choosing their location to die. These choices
can be listed in the care plan. It is essential for
the provision of holistic care that these wishes
are respected for both the person and the
family / carers.
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Reasons may include:
Location

Advantages

Disadvantages

Home



Familiar setting





Surrounded by own
belongings

Fear of not coping at the
end of life





Family / carers able to stay.

Multiple resources will be
needed at end of life



Access to palliative care
team may be reduced.

Residential Aged
Care Facility



Familiar staff



Costs



Healthcare staff
24-hours-a-day.



May be an unfamiliar
environment if recently
moved to the home at the
end of life.

Inpatient palliative
care units



Palliative care specialists
available



Clinical



Busy, noisy environment.



Full, high-level nursing care
24-hours-a-day.

Continuing quality care
regardless of the location
The choice to die at home can require
additional resources including services,
equipment, information and education. [15]
There can also be additional costs involved.
Access to the palliative care team can ensure
that all relevant equipment, resources and
any home modifications that may be needed
can be completed.
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The main priorities of the care worker will
remain the same no matter where the location
at the end of life. These priorities include: [16]


Provide emotional, physical and
personal support



Provide assistance with activities of
daily living



Communication skills



Caring and compassionate attitude.

Respecting the person’s
decision for end-of-life location

After these basics, there are some practical
considerations:


Does the family / carer have the
resources to support a home death?
For example, is there wheelchair access
into the home? Is there a bedroom on
the main floor? Can carers afford to
take time off work, or are they eligible
for carer benefits?



Is the person able to perform some
tasks, such as transferring to a toilet
or holding a spoon for eating, or does
the family / carer need to help with all
tasks?



If the person is having physical
symptoms, like pain or trouble
breathing, has the family / carer been
provided the needed resources and
information to make the person
comfortable?

Community based care
(care at home)



Is there enough room in the home for
medical equipment that would help in
providing care?

If a home death is being considered, there
are some important things to think about: [17]



Is the family / carer comfortable with
healthcare team members coming
into the home to help with caregiving?
Homecare workers, palliative care
nurses or doctors can be some of the
people who visit the home.

Support will be given to respect the person and
the family’s choices at the end of life regarding
the location of death.
People can change their minds at the end of life
for a variety of reasons. A person being cared
for in their own home, or the family / carers
can become overwhelmed with the caring
responsibilities. If this happens the person
can require admission to an in-patient care
unit / aged care home / facility. This should not
be seen as a failure.
If it is anticipated that inpatient care will be
required, plan ahead if possible, to avoid death
during transit or admission via the emergency
department. [1]



The person and the family support
the idea of a home death



More than one family member / carer
are available



Skilled medical support is available
at any hour of the day.

Activity
View the resources though the End of Life
Directions for Aged Care (ELDAC) to see
more information on choosing where to
die. [18]
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Maintaining dignity
at the end of life

Did you identify?


Reviewing any advance care planning
documents



Speaking with the person / family /
carers



Respecting privacy



Adhering to Advance Directives
and acting as advocate



Allowing the person / family / carers
to be involved in care planning with the
palliative care team



Allowing family / carers to be involved
in providing cares (if the person
requests it)



Being polite, courteous and explaining
care measures thoroughly



Can you think of five strategies to
promote dignity in the person at the end
of life?

Promoting independence as much
as possible at the end of life
(if appropriate)



Brainstorm possible responses and write
them down or discuss them as a group.

Respecting the person, their wisdom
and their achievements throughout
their life



Adhering to any cultural / religious /
spiritual needs.

Dignity is the state or quality of being worthy,
honored or esteemed. [19]
Individual perceptions of dignity may be
influenced by culture, religion and past
experiences. It is important to ensure
good communication with the person
and family / carers to identify what would
be classed as respectful, dignified care.
Discussions during the advance care planning
stages should highlight some expectations
of what the person classes as what is, and what
is not dignified care.

Thinking Points
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When death occurs
With effective palliative care and end-of-life
cares, the main goal is for a peaceful death, free
from pain and suffering.
Sometimes it is difficult to pinpoint the exact
moment that a person dies. The family might
look to you for confirmation that they have
died. It is advisable to ensure that a nurse is
with the person and family at this time to be
able to support and answer these questions.

The person cannot be woken up
The person has transitioned from a deep
unconsciousness to death.
Eyelids may be half open
Eyelids can remain partially open when in a
deep level of unconsciousness and after death.
Sometimes their mouth may also be open
The mouth may be open when in a deep level
of unconsciousness and after death.
Pupils are fixed

Thinking Points

Pupils will be assessed by the doctor to see
if they react to light.

How will you know when death has
occurred? What signs may be present?

Pupils are fixed and dilated (large pupils)
at death, with no response to light.

Brainstorm possible responses and write
them down or discuss them as a group.

When someone has died, remain calm. The
family are likely to reflect your behaviour, if you
panic, they will panic. Remain calm and relaxed
to promote an atmosphere of serenity. If you
feel uncomfortable, or if this is the first death
you have witnessed, ensure that someone
is there to support you and the family.

Were you able to identify some of the
following signs: [3]
Breathing stops
With irregular breathing at the end of life,
it is sometimes difficult to identify if the last
breath has been taken as breaths maybe
20–30 seconds apart.
No heartbeat or pulse can be felt
Pulses may be very weak and ‘thready’
at the end of life.

Do not state that the person has died as this
is the doctor’s role and you don’t want to say
that the person has died, when they have not,
as this will be highly distressing for the family.
Calmly suggest to the family that you will ask
for a member of the team to come and speak
with them if they are not already present
in the room.
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Caring for a person through the palliative
process and transitioning to end-of-life care
and experiencing their death can be one of
the most fulfilling and rewarding experiences
as a care worker. You will have the opportunity
to help create a serene, calm, spiritual
environment for the death of a family’s loved
one and a lasting peaceful memory for
the family.

Summary
Goals of care may need to be reviewed and
updated during the end-of-life phase of care.
Advance care plans and care pathways can
guide care at this time. It is important to include
families and carers in the care of the person
and respond to their individual needs as they
prepare for the death of the person. Cultural
and religious perspectives and ethical issues at
end of life also must be respected.

Video Resource
Review the following videos from the End
of Life Directions for Aged Care (ELDAC)
from the Toolkit Educational Videos
to understand more about managing
dying. [20]

Additional Resources

Video Resource

You can choose which video to watch
depending on the care environment you
are / will be working in – home care or
residential aged care.

The Art of Dying Well have produced an
informative video on holistic care which
discusses the importance of both physical
and spiritual needs.

Home Care Toolkit. Manage Dying.
ELDAC. 14 min 57 secs

Providing Holistic Care. The Art of Dying
Well. 2 min 23 secs [23]

Residential Aged Care. Toolkit. Manage
Dying. ELDAC. 12 min 02 secs

The following video discusses holistic care
from a First Nation’s perspective and the
need to alter care based on the needs and
culture of the person.

This module for the Residential Aged Care
Facility (RACF) [21] also discusses the
RACF End of Life Care Pathway. [22]
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A Holistic Approach to Palliative Care.
CC0. 2 min 47 secs [24]

Topic 4 Session 3
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. When should the care plan be reviewed and updated?
Tip: How often does care change?
The care plan should be updated whenever there is a change in the persons’ condition.
2. Why should you regularly check the care plan?
Tip: Do care plans stay the same?
To identify if any changes in care have been made to the care plan.
3. List and describe three changes that can occur in the care plan as the person’s condition
begins to deteriorate.
Tip: Think about the persons reduced mobility.
Any cares listed, or that may be appropriate, can include:





Dry mouth and the need for regular mouthcares and nasal cares due to drying of the bodies
secretions and mouth breathing as levels of consciousness fall
Potential development of pressure injuries – as levels of consciousness fall and reduced mobility
occurs, there is an increased risk of developing pressure injuries, regular turns will need to be
commenced.
Incontinence as levels of consciousness fall, the use of incontinence pads may be required
and regular washing and turning to protect the skin.

4. People can decide to die either at home, in an acute palliative care unit or possibly
in a residential aged care facility.
Tip: Imagine you are being cared for in each location. What are the advantages and
disadvantages?
Name one (1) advantage and one (1) disadvantage of each location.
Home
Advantages:




Familiar setting
Surrounded by own belongings
Family / carers able to stay.

Disadvantages:




Fear of not coping at the end of life
Multiple resources will be needed at
end of life
Access to palliative care team may
be reduced.

Residential Aged Care Facility
Advantages:



Familiar staff
Healthcare staff 24-hours-a-day.

Disadvantages:



Costs
May be an unfamiliar environment if recently
moved to the home at the end of life.

Inpatient palliative care units
Advantages:



Palliative care specialists available
Full, high-level nursing care 24-hours-a-day.

Disadvantages:



Clinical
Busy, noisy environment.
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5. Name three ways that care workers can help to physically support families and / or carers
end of life.
Tip: What do the families and carers also need to stay healthy?
Providing opportunities for families and carers to; sleep, obtain food and drink and
encouragement for family to protect their own health.
6. Name two death rituals from different religions, that with the assistance of your supervisor,
you could use to support the religious beliefs of the person, family and carers.
Tip: There are so many religions and rituals, you would never be expected to know them all,
but you should know where to access information about them.
Review the resource from the link supplied in session 4.3
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Topic 4 Session 4
4.4 After-death care

An introduction to care of the person, family and carers after death.

Aim: To develop an understanding of how to maintain the person’s dignity after they have died
in accordance with the person’s cultural, religious and spiritual needs.
At the end of this session you should be able to:


Maintain dignity of the person when providing planned end-of-life care and care
immediately following death



Provide consideration of cultural, religious and spiritual differences in relation to dying
and death.

Legal requirements
When a person has died in a healthcare facility
there are several legal requirements that need
to be met. You should always be guided by your
supervisor. If you are unsure always ask for
assistance.
Organisational policies may vary between
facilities but generally there are roles and
responsibilities for:


Doctors



Nursing staff.



Notifying relevant people including
family / next of kin, GP



Contacting the Coroner if necessary



Documentation.

The nurse’s role involves legal and professional
responsibilities including:


Notifying relevant palliative care team
members, allied health team members,
relevant managers, Aboriginal and
Torres Strait Islander Liaison (if
applicable), Social Worker (if applicable)



Providing family support, preparing for
viewing of the body by family / friends,
carers, providing information

The doctor’s role involves legal and professional
responsibilities including:


Assessing that the person has died



Washing and preparing the body



Recording the death in a death
certificate (state and territory names
may vary)



Documentation



Organising transfer of the body to the
funeral home / mortuary.
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Documentation and
organisational requirements
Organisational policies / procedures and
documentation vary between facilities. Speak
with your supervisor to understand what is
relevant for your facility.
The main documentation that needs to be
completed by the palliative care team includes
the death certificate by the doctor.
The responsibilities of the care worker working
directly with the supervisor / Registered Nurse
will include:


Ensuring the identity of the person



Documenting who has been contacted
from the family



Documentation of property and any
property that has been returned to the
family (if appropriate)



Documenting in the progress notes



Completing any care plans / care
pathways.

There may be some circumstances where the
death needs to be reported to the Coroner.
This is generally unlikely in the palliative care
setting. If this does occur, ensure that you
follow the doctors’ orders exactly and ask your
supervisor if you are unsure of any details.

Activity
Review the factsheet below for more
information on ‘What to do after someone
dies’ [1]
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palliAGED Activity
Review the palliAGED Tips for
Careworkers: After-death choices
and complete the reflections. [2]

Dignified care
The personal care after death ideally should
be carried out within two-to-four hours of the
person dying to preserve their appearance,
condition and dignity. [3]
It is important to remember to allow carers
or family member’s respectful space and time
with the deceased person. Sometimes it is not
clear what the family need, if they would like
someone present with them while they view
the person’s body, or if they would like to be
alone. Everyone is different, so ask how they
would like to be supported. [3]
If the family have already chosen a funeral
director, it is best practice for nursing staff to
contact them as soon as the death occurs to
inform them of the death and arrange a time
for them to collect the body. [3]

Care of the person’s body
after death

Wash the body


Using warm water, wash the body,
maintaining respect and dignity at all
times. The family may have provided
specific clothing to be worn, if not,
a shroud can be worn.



Pay attention to ensuring the face
and hands are clean.



Ensure the hair is neatly combed as the
person would usually style their hair.



Ensure dentures are in place if possible
as they shape the face

If family wish to assist with washing the body,
speak with your supervisor and ensure he / she
is available to stay with them during the
process and talk through what is happening
to ensure their wellbeing during, and after the
process



Change the sheets and pillowcase.

Respect

The body should look like they are peacefully
sleeping.

The specific stages required to care for the
body after death include:
Maintaining privacy
Ensuring doors / curtains are closed
Communication
Empathetic, sensitive communication
with family / carers
Family / Carers

Maintain modesty of the person by covering
the body with towels etc as you would if they
were alive

Present the body respectfully
Cover from the feet to the chest with a clean
sheet ensuring the arms are out over the top
of the sheet. It is important that family / carers
can hold their hands if they choose to.

Position the body
Lay the body flat and support the head with
a pillow, close the eyes and mouth
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Prepare the viewing room

Support the family



Ensure seating, tissues and drinks
are available



The family can now be guided back to
spend some time with the deceased.



A cut flower from the garden in the
person’s hand or on their chest is a nice
gesture, if possible.



Provide support as necessary.



Ensure the room is clean and tidy with
any excess equipment (hoists etc)
removed.



Ensure there is someone available
to talk through what has happened
with the other residents.



Freshen the room air by opening
a window (if possible)





In some facilities the Recreational
Officers will assist with preparing
the viewing room

They generally know when
another resident has died, if it isn’t
acknowledged by the staff then they
may lose trust in your caring skills.



Ensure the person’s property is
packed ready to give to the family
(if appropriate) so they are not
unnecessarily waiting. This can be
given to the family by the nursing staff
at an appropriate time.



This should be completed with your
supervisor documenting all property
on a property form.
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Talk with the other residents

Cultural and spiritual wishes
Prior to, and at the time of death, families
may want to carry out cultural or religious
ceremonies or rituals. This can include family
members bathing and dressing the person,
prayer, or lighting of candles. It can be
forbidden to speak the person’s name or leave
the body unattended post death. [4] Advance
Directives should be reviewed to ensure
appropriate care is being implemented in line
with the person’s wishes.
Rituals occur to acknowledge the life and death
of the person and to begin to manage the grief
process which includes acknowledging loss and
bereavement.
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. [5]

How people manage grief can vary dramatically
depending on culture and individual
personalities. Some cultures may express grief
and sadness openly and vocally by wailing,
other cultures may remain more stoic and
grieve quietly.
Care for families after a death, should
acknowledge and respect how people grieve
and try and accommodate for different grief
responses by provision of relevant resources.
For example, if care workers are aware a person
has a large family, then ensure a large room is
available for the family to view the body and
spend time with the person after death.

Case Study: Scene 14
After-death cares and care of the family.
6 min 10 secs

Activity
Review the resources from previous
topics to remind you of the care of the
deceased including any relevant rituals.
Review the documents:
An Outline of Different Cultural Beliefs
at the Time of the Death. [6]
Sad News Sorry Business. [7]
Download and read ‘During sad news and
sorry business’ Information for the family,
a useful guide to support Aboriginal and
Torres Strait Islander peoples. [8]
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Transcript
Jenny: Hey Sally, do you know where the
bags for patient property have moved to?
Sally: Hi Jenny, yes, just over here, I needed
some earlier.
Have you been caring for Ben Daily?
I heard he just passed away. Sorry Jenny,
are you okay?
Jenny: Thanks Sally, I’m okay. Ben was quite
a character; I will certainly miss him being
around here. We had some great chats.
Sally: What are you doing now then?
Jenny: Well, there’s always lots to do when
someone passes, making sure that the
family are okay and following policy and the
care plan with all the legal aspects of care
that need addressing.
Sally: I’ve never had anyone I’ve cared for
die before. It must be really scary? I bet it’s
horrible managing all that?
Jenny: Actually no. I know this may sound
odd, but I find it the biggest privilege, that
as part of my role I can help families say
goodbye to their loved one. I can help make
it a nice, peaceful memory that they can
look back on knowing their loved one was
cared for.
Sally: Wow! I guess I never looked at it like
that before. Don’t you get scared though?
You never know what the family are going
to say and how they’ll react when someone
passes?
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Jenny: Well that’s true, everyone reacts
differently. The important part is that
you’ve invested time before someone dies
getting to know the family and building a
rapport. To be honest, I don’t have a set
way of talking with families when someone
has passed. Every situation is very different,
so I ask the family every time what they
would like.
Some people are scared and want you
to stay with them and explain everything
that’s happened or will happen.
Some people want you to stay there and
not say anything at all, just be there as
emotional support.
Some people want time alone with their
loved one and don’t want you there at all,
and that’s fine.
Some people want time alone but for a
familiar face to frequently come by to
answer any questions, or just for emotional
support, or to bring a cup of tea.
You never really know which option is best
so I always ask, ‘how can I support you?’
Sally: How do you do that and what do you
say to the family?
Jenny: Well, when someone has died,
obviously the focus of care is on the family,
or the people that were there, making sure
that they’re emotionally okay. So, thinking
ahead, when you know someone is end of
life; making sure there are water jugs and
cups in the room and a couple of boxes

of tissues available. Seats available near
the bed so people can sit down and hold
the hands of their loved one… that kind of
thing.

Some form of support for the family
should be contacted, if they want it? Like
pastoral care, a social worker or a cultural or
religious support person.

Make sure any specific cultural or religious
rites have been addressed. You should
know all the details of what the family
need, end of life, from a thorough palliative
assessment and the care plan, that’s why
I take my time with recently admitted
palliative residents. I want to really
understand them, their needs and how I can
support them and their families, especially
at the end.

Sally: What about washing the body?

If I don’t know the answer, I try and think,
‘what I would want in this situation?’ and
I’ll always go and ask my supervisor, they’re
always a big help.
Sally: There’s so much to think about, how
do you remember it all?
Jenny: Well each aged care home has an
organisational policy that will give you stepby-step guides on the practical aspects of
care, you can look at the care plan too.
When someone initially passes, the most
important thing is that the relevant people
have been contacted. You should let your
supervisor know immediately. They can
then contact the relevant people, including
the palliative care team.
The next of kin need to be notified as well
if they aren’t already present. The nurses
or the doctor usually do that.

Jenny: It’s important to try and lay the body
flat as soon as you can, but you need to be
respectful with timing and the family if they
are present. Try and bring the arms to the
sides of the body and gently close the eyes
if they are open. From a skills perspective,
it’s pretty much the same as washing a
person in bed. I do find that I talk to the
person as if they are still alive though, I find
it more respectful and makes the process
easier to cope with.
Sally: That’s really weird?!
Jenny: Not at all, it feels weird NOT saying
anything to be honest.
Once the body has been washed, I always
fold the sheet really neatly under the arms
and make sure the hands are over the top
of the sheet so that family can come back
and hold their hand if they want to. Touch
is really important. Not all people want to
touch the body, but many do.
Once the doctor has attended the family
can come back in if they want to. I make
sure again that there are fresh tissues, jugs
of cold water and a call bell for the family.
This is where I usually ask them if they’d like
me to stay or not?
Continued over page
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Transcript continued
It’s important to be patient and not rush
the family. Some families may want to stay
a couple of hours, that’s okay.
Sally: What about you though? Don’t you
ever get affected by death and the things
you’ve seen?
Jenny: I make sure that I talk things
through with my supervisor, or with other
colleagues that may have been through the
same situation. Simply talking about things
makes it so much easier to understand;
what happened, why it happened and my
feelings and emotions about the situation.
After a death, particularly if it involved
resuscitation, it can be very stressful.
You need to talk about the things that
happened. Your supervisor should be able
to lead a debrief. You should also be able
to access a counselling service to talk about
anything that’s troubling you too if you
need it.

Video Resource
Review the following video from the
End of Life Directions for Aged Care
(ELDAC) from the Toolkit Educational
Videos to understand more about after
death care and bereavement in the home
environment. [9]
Home Care Toolkit. After Death Care and
Bereavement. ELDAC. 7 min 05 secs
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Don’t forget Pastoral Care are great for
staff as well! They’re great listeners. You
don’t have to be religious to access Pastoral
Care; they are happy to talk to anyone,
of any faith and listen to your concerns.
Sally: There’s so much to remember and
you do it so well Jenny
Jenny: The practical information should
all be in the organisational policy, the rest;
just think about how you would like to be
treated if you were in the same situation
and always refer to your supervisor and
the Registered Nurses.
As I said, it’s such a privilege to be part
of a person’s care right to the end.

Thinking Points

Summary

Reflect on your own thoughts about dying
and death.

In this session, we reviewed the legal and
organisational requirements after a person dies.

Think about the following subjects:

Culturally and spiritually appropriate cares
were also discussed including caring for the
person, family and carers in a dignified manner
after death.



In what ways can you prepare
yourself emotionally for caring for
a person and their family whilst
they are dying?



What support do you think you
would like if you can imagine
being a family member of a
recently deceased person?



How could you provide this
support? (who would you need to
talk to, what resources could you
access?)

Ensure you review Topic 4.5
Supporting the carer and Topic 5.2
Self-care to review options to care for
yourself and others when caring for
people at end of life.
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Topic 4 Session 4
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. Within your role how can you help the person to maintain their dignity after they have
died?
Tip: How would you want a family member to be treated?
Answers can include ensuring privacy and confidentiality are respected. Providing high quality,
respectful care when washing the body after death.
Respecting and communicating empathetically with family and carers after death and assisting with
the provision of information.
2. What cultural, religious and spiritual differences in relation to death and dying might you
need to consider after the person has died?
Tip: The care plan should provide some information, where could you access more information?
Answers as per the links:
An Outline of Different Cultural Beliefs at the Time of the Death
Sad News Sorry Business
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Topic 4 Session 5

4.5 Supporting the family and carers
An introduction to supporting the family, carers and significant others at the end of life.

Aim: Develop an understanding of the strategies and resources to support families and carers
when the person is at the end of life.
At the end of this session you should be able to:


Monitor the impact of the person’s end-of-life needs, issues and decisions on families,
carers and / or significant others and refer to appropriate member of the care team in-line
with organisation protocols to ensure they are supported



Provide emotional support to other individuals, carers, families and / or significant others
when a death has occurred in line with role.

Impact of caring
Carers are people who provide support to
family/friends with a disability, mental illness,
chronic condition, terminal illness, an alcohol,
or other drug issue or who are frail and / or
aged. [1]
Carers can be family members or friends of
the person. They may assist with the activities
of daily living including washing and dressing,
eating and drinking, mobilising, medications,
finances and healthcare decision-making. [1]
When family fulfill dual roles as carers it can
become incredibly stressful for the carer. Not
only are they watching their loved one move

through the end-of-life journey, they are
directly involved in care and also the emotional
journey of the person. They also have their
own lives to lead and frequently have other
commitments such as family and work.

Thinking Points
What stressors can you think of that may
occur with family or friends acting as the
carer?
Brainstorm possible responses and write
them down or discuss them as a group.
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The Needs Assessment Tool for Carers of People
with a Chronic Condition highlight multiple areas
where there may be stressors for carers.
These can include: [2]
Lack of information issues:


General information about the health
condition



Specific information



What to expect



Planning for the future



Ways to care for the person at home



Managing finances and legal issues



Knowing who to go to with any
questions.

Practical issues:


Carers ability to look after themselves



Ability to look after the person



Carers medical conditions can limit
their abilities to provide care



Skills of the carer.

Personal health and wellbeing issues:


Carers health being a concern



Carers lack of energy / fatigue



Being a carer impacting their choices,
happiness and self-confidence.

Relationship issues:


Relationship issues with the person or
other relationship issues due to being
a carer



Ability to communicate with the person
is limited.

Meaning issues:


The illness and its effects are
challenging carers or the ill person’s
beliefs and values



The illness and its effects are
challenging because of either the carers
or the persons culture.

View the CareSearch Carer Needs Tool for
more information on needs assessment tools
for people with cancer and chronic illness.
Throughout the palliative care journey,
the family / carers can experience a range
of emotions and stressors similar in gravity
to the person affected with the palliative
diagnosis.
When the palliative journey is extended,
over years, then carers and family can have
time to adapt, understand and process the
complex emotions they can feel.
Palliative care, and end-of-life status, can occur
within a very short space of time (ie, days or
weeks) such as with a new diagnosis of endstage cancer. In this circumstance, there may
be little time for the person, family or carers to
fully understand the complex grief emotions
associated with the diagnosis and imminent
death.
The palliative care team need to be able
to support and provide information to family
and carers in both instances to help guide and
support the person, family and carers through
the palliative care and end-of-life journey.
The stressors that family and carers face
can be broken down into three stages:
diagnosis, end of life and death / after-death.
Let’s review each stage in detail and the impact
it has on family and carers.
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Diagnosis

End of Life

The family / carers may experience anticipatory
grief. This is the grief and feelings of loss that
can be felt when a person close to them is
diagnosed with a life-limiting illness. [3]

With a prolonged palliative care journey
and extensive care needs, it can be common
for carers and families to feel that their needs
have been forgotten as they care for the dying
person.

This can include feelings of sadness,
depression, anxiety and concern and beginning
to wonder how they will cope with the loss
of the person. [3]
Family and carers may also mourn the loss
of relationships that once were.
For example,


The loss of a work role – bringing
money into the family



Reduced parenting role – being able
to play with young children and assist
with parenting duties



Intimate relationships if a
partner / spouse is the carer.

The loss of cognition (mental processes) or
physical abilities if the person has a nervous/
muscular system disorder can also create great
stress for family and carers. When the person
then dies, family may feel that they have
experienced a ‘double death’, grieving for the
loss of function initially, followed by the actual
death of the person.

Family and carers can feel that their lives
are on-hold for an unknown period. They
may frequently put the person’s needs ahead
of their own, causing ill-health and a reduced
ability to cope in the family / carer as well
as the sick person. [4]
Levels of stress can be higher for
families / carers than for the person with the
palliative diagnosis as carers try to cope with
usual activities of daily living, caregiving and
trying to manage their own emotions and stress
levels. [4]
Feelings of frustration, sympathy, empathy
and sadness are common, but family and carers
can also feel anger, resentment and betrayal
as their life, as they have previously known
it, is now lost.
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Death and after-death
The terms bereavement and mourning are
closely related to grief, but they have slightly
different meanings. [5]
Bereavement usually refers to the fact that
you have experienced a loss. Mourning is the
outward expression of sorrow for the loss,
often influenced by cultural customs and rituals.

Grief is the internal process of responding to
the loss and it can affect all parts of your life.
When death has occurred, family and carers
can progress through various stages of grief.
The stages can occur in any order, some people
may miss stages entirely and it can be possible
to remain ‘stuck’ in a stage of grief if adequate
emotional counselling has not been received
when needed. [6]

Review the potential stages of grief. [6]
Stage [6]

Description

Reaction

Denial

A state of numbness and a believing that there must
be a mistake, that some information must be wrong
somewhere as this situation cannot be real.



Avoidance



Confusion



Elation



Shock



Fear.

Questions can occur such as ‘why me?’ and ‘this is
not fair!’



Frustration



Irritation

Looking to blame others for events.



Anxiety.

A sense of false hope and bargaining for another
outcome. For example: making deals with God
(eg, ‘if you let Benjamin live then I will pray every night
and attend church twice-a-week for the rest
of my life’).



Struggle to find
meaning



Reaching out to
others



Telling one’s story.

The sadness and emptiness felt when one realises
the person is gone.



Overwhelmed



Helplessness

The world may seem overwhelming and too much
to cope with.



Hostility



Flight.

Last stage. Coming to terms with the reality that
they have gone and a new ‘normal’ needs to be
established without them.



Exploring options



New plan in place



Moving on.

Anger

Some mental health experts believe this stage
is necessary to come to terms with events and
promote feelings of anger in order to move on. [6]
Bargaining

Depression

Acceptance

Start to engage with friends and family again.
Understanding that the person can never be
replaced, but the need to move on and grow
is present.
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Watch the following video aimed at family
and carers that are experiencing grief through
bereavement.

Video Resource
The Grieving Process: Coping with Death.
WellCast. 4 min 13 secs [7]

Optimising community care
Thinking Points
What ways can you think to support
families and carers through the palliative
care journey?
Brainstorm possible responses and write
them down or discuss them as a group.

Everyone will react to stress and grief
differently. Grief is a necessary process to
maintain bonds with the person after death. [8]
Working through the stages of grief to the
stage of acceptance can be achieved through
emotional support and also, support to
maintain physical wellbeing, including:


Eating a balanced diet, at regular
mealtimes



Ensuring enough quality sleep
is obtained



Ensuring physical activity continues
such as walks in the park or going
for runs



Socialising and accepting support from
friends and family who want to help
and show they care



Taking care of any pre-existing health
conditions and not neglecting self-care
needs.

Family and carers require the support and
guidance of the palliative care team. A holistic
approach is needed to be able to identify how
the person, families and carers are coping, and
what help is needed if they are not coping.
Help and guidance can take the form of
listening to concerns and allowing carers time
to express how they feel. Talking about how
they feel can create some clarity for their own
understanding of why they may be feeling
the way they are, and they might then be able
to see a way forward themselves.
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Expressions of grief

Communities of care

What are some signs of stress and grief that
you could notice in family and carers?

There are many organisations that can provide
support and guidance to families and carers.

Did you identify some of the following physical
and psychological signs of stress and grief? [9]

Peer support groups

Physical

Psychological

Headaches

Anxiety, worry

Pain

Anger, irritability

Disturbed sleep

Depression or
sadness

Tiredness

Tearful and moody

Stomach upset

Poor concentration

High blood pressure

Lack of self-esteem
/ confidence

Muscle tension

Relationship issues

Change in sex drive

Avoidance of people

Skin problems

Alcohol, smoking
or drug use.

Activity
Review the ‘Understanding Grief booklet’
from the Cancer Council for further
information on supporting people with
grief. [5]

272 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Being with other people who have experienced
similar circumstances


Face-to-face support groups



Online discussion forums



Telephone support groups.

Professional Support
Most people cope with grief through discussion
and support from friends and family. If formal
support is required, seeing a Counsellor
or a Psychologist can be required.
It is important as care worker’s that you are
aware support is available locally (in your area)
and nationally.

Activity
Identify two support organisations
in your local area and describe their role
in supporting people to cope with grief:


One peer support group



One professional support group.

Activity
Review the links to discover some national
support and information groups available
for families and carers for advice

Cancer Council Australia

MyAgedCare

Carers Australia

Carer Gateway

Beyond Blue

Care worker roles
Support from care workers can include:
Fostering realistic hope during the end-oflife stage. This can include the hope that their
loved one will not be in pain and will remain in a
supportive, caring environment when they die.
Providing adequate information – what is
happening, what is about to happen and longterm goal assistance with the support of your
supervisor.
Honest and open communication – Listening
with empathy and identify any abnormal
coping strategies that need further support and
involvement of the team.
Information on emotional and physical coping
strategies – Encouraging healthy physical and
emotional coping strategies.
Family meetings and educational programs
– Helping to identify when the palliative care
team need to speak with the family in a family
meeting context.
Documentation – Effective documentation
allows the multidisciplinary team to understand
what is happening and what care plan changes
may be required for the future.

palliAGED Activity
Review the palliAGED Tips for
careworkers: Grief and loss among
older people, families and residents and
complete the reflections. [10]
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Government services
and support
The National Disability Insurance Scheme
(NDIS) is for Australians aged under 65
who require support and services.

MyAgedCare is the starting point to access
Australian Government-funded aged care
services for people over the age of 65.
MyAgedCare provides:


Information on the different types of
aged care services available including;
home care, respite and residential aged
care facilities



An assessment of needs to identify the
right type of care



Referrals and support to find service
providers



information on cost of care.

NDIS health systems fund:




Diagnosis and assessment of health
conditions, including mental health
conditions and disabilities
Medication, general medical and dental
services and treatment, specialist
services, hospital care, surgery and
rehabilitation



Clinical care for mental health
conditions



Palliative care, geriatric and
psychogeriatric services



Sub-acute, rehabilitation and postacute care including treatment of
wounds by a nurse



Planning and preparation for a patient
to return home after a hospital stay



General hearing and vision services
not related to a person’s disability
(for example, prescription glasses).

Watch this video from The NDIS explaining
how access to differing levels of care is made.

Video Resource
Understanding the NDIS. NDIS.
2 min 08 secs [11]
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Watch this video from MyAgedCare explaining
how access to differing levels of care is made.

Video Resource
How My Aged Care can help you.
Australian Government Department
of Health. 1 min 09 secs [12]

Bereavement

Bereavement risk factors

Complicated bereavement

Risk factors for complicated bereavement
can include: [13]

We have discussed that grief is a process and
it needs to happen to begin to make sense
of a loss, however, grief can also remain
complicated or delayed.
Complicated grief
When the usual emotions of losing a loved
one are experienced, eventually, with time
and good support networks, people begin to
move on and create new futures.
With complicated grief, people get stuck in
the raw emotional phase of the stages of
grief, extreme sorrow, pining, detachment,
withdrawal. This eventually leads to an
inability to take part in daily activities and
normal social roles such as parenting, working
and socialising.
Prolonged Grief Disorder can develop when
extreme grief is experienced and begins to
negatively affect everyday activities of daily
living including, work, relationships and life.
Delayed grief
This is grief that may be postponed and can
return at a later time.
Within the stages of grief, it may be linked to
the denial phase where people feel numb and
continue to do their daily activities or plan the
funeral ‘running on auto-pilot’.
Delayed grief may have its role especially in
the early stages after death when funerals
need to be planned and arrangements made.
Problems occur when the person remains
on autopilot and suppresses their emotions
and feelings leading to bigger emotional and
psychological issues later.

Situational factors


Sudden death



Death of a child



Traumatic death



Preventable death



Overly prolonged dying



Absence of a body.

Individual factors


History of psychiatric illness



Depression, alcohol or drug abuse



Eating disorders



Concurrent crises



Gender



Religious beliefs



Low self-esteem.

Interpersonal factors


Level of closeness with the deceased



Decreased role diversity



Ambivalence



Lack of social and emotional support
from family and friends.

Activity
Review the CareSearch website for more
information on bereavement and caring
for recently bereaved individuals. [13]
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Supporting family and carers

Supporting other residents

Not everyone will require formal counselling
after a bereavement however it should always
be offered.

Supporting the families and carers is vitally
important but it should not be forgotten that
there will be other residents in the aged care
home aware that someone has died.

Most aged care homes and community facilities
will have brochures that can be handed to
families and carers when somebody dies.
If they then decide they need to access further
help, the information is available at hand.
Informal routes of support can include:


Referral to pastoral care



Referral to a religious or spiritual leader



General Practitioner.

If complicated grief (or prolonged grief disorder)
is suspected inappropriate action can lead
to severe mental health distress, depression,
anxiety, substance abuse and suicide.
If you suspect any person, family or carers
are showing signs of abnormal grief processes
or you are worried about their mental
health you must speak with your supervisor
immediately and seek support and guidance.
Where complicated bereavement occurs,
there are several options for referral for
individualised support: [13]


Specialist bereavement counsellors



Palliative care services usually offer
bereavement follow up to their clients,
often based on a risk assessment



Other mental health professionals with
appropriate skills and expertise.
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Communication with other residents after
a death is vitally important. Residents usually
know that something is happening.
Speak with your supervisor to ensure staff are
available to circulate the unit and speak with
residents. Truth telling is vital to maintain the
therapeutic, trusting relationship between
healthcare staff and residents.
Within the Residential Aged Care Facility,
Recreational Officers generally lead
memorialisation ceremonies to celebrate the
person’s life and pay respects to the person.
These should always be encouraged especially
when residents may not be able to attend
formal funeral ceremonies.

Summary
In this session, we considered the experience
of bereavement from the family / carer
perspective. We explored the role of the care
worker in supporting families and identified
resources available for carers and families
requiring grief and bereavement support.

Topic 4 Session 5
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. What emotions may family members and carers experience after a person has been
diagnosed with a life-limiting illness?
Tip: Will everyone have the same emotions?
Any answer that provides an example of understanding of emotions due to diagnosis including but
not limited to; numbness, avoidance, confusion elation, shock, fear, frustration, irritation, anxiety,
overwhelmed, helplessness, hostility, flight.
2. What support can you provide during this time?
Tip: What support would you like if it was you?
Support can take the form of listening, guidance and support under the supervision of the
manger / supervisor.
Supporting the person to eat healthily, encourage quality sleep, physical activity, encourage
socialising, take care of any pre-existing health conditions.
3. How can you support the family and carers during the end-stage of life?
Tip: Think about your communication style and what you will tell them.
Answers from question 2 remain relevant also including; fostering hope, providing adequate
information, honest and open communication, information on coping strategies, family meetings
and educational programs, completing documentation to a high level so that all members of the
multidisciplinary team are aware of what is happening and can communicate effectively with the
family and carers.
4. What role can you have in supporting the family and carers after a person has died?
Tip: Think about organisational and emotional supports for the family.
Following organisational policy to complete cares of the body and supporting the family including
discussions about referral to pastoral care and other services.
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Topic 5

Managing your own emotional responses

Overview
Healthcare workers who care for people affected by life-limiting illness are often confronted by human
suffering, clinical deterioration, dying and death. The effects of unprocessed emotions and experiences
can compromise personal wellbeing and can have negative professional outcomes. This topic will explore
these issues and examine how reflection can be an essential tool for maintaining self-care – especially
in the context of caring for people affected by life-limiting illness.
Aim: To develop an understanding of your own emotional responses to ethical issues and to examine
self-care strategies.
In this topic students will learn to:







Interpret and follow Advance Directives in the care plan in line with own work role and organisation,
legal and ethical requirements
Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements
Follow organisation policies and procedures in relation to managing own emotional responses and ethical
issues
Identify and reflect on own emotional responses to dying and death and raise and discuss any issues
or reactions with supervisor or appropriate person



Raise any ethical issues or concerns with supervisor or other appropriate person



Identify and action self-care strategies to address the potential impact of personal responses on self



Access bereavement care and support of other team members as needed.
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Topic 5

Managing your own emotional responses
To develop an understanding of your own emotional responses to ethical issues and to examine self-care strategies.
In this topic students will learn to:


Interpret and follow Advance Directives in the care plan in line with own work role and organisation, legal and ethical
requirements



Comply with end-of-life decisions as documented in the care plan and in keeping with legal requirements



Follow organisation policies and procedures in relation to managing own emotional responses and ethical issues



Identify and reflect on own emotional responses to dying and death and raise and discuss any issues or reactions with
supervisor or appropriate person



Raise any ethical issues or concerns with supervisor or other appropriate person



Identify and action self-care strategies to address the potential impact of personal responses on self



Access bereavement care and support of other team members as needed.

SESSION

AIM

LEARNING OUTCOME

5.1 Supporting ethics

To develop an understanding of the legal
and ethical considerations for care at the
end of life.

 Interpret and follow Advance Directives in the care plan in
line with own work role and organisation, legal and ethical
requirements
 Comply with end-of-life decisions as documented in the care
plan and in keeping with legal requirements
 Follow organisational policies and procedures in relation
to managing own emotional responses and ethical issues
 Raise any ethical issues or concerns with supervisor or other
appropriate person
 Understand legal and ethical considerations for working
in palliative care, including:
 privacy, confidentiality and disclosure

5.2 Self-care

To develop an understanding of self-care
strategies and understanding how to
support other team members.



dignity of risk



duty of care



human rights.

 Identify and reflect on your own emotional responses to dying
and death and raise and discuss any issues or reactions with
supervisor or other appropriate person
 Identify and action self-care strategies to address the potential
impact of personal responses on self
 Identify the need for bereavement care in self and others
as needed.

280 PCC4U Care Worker Toolkit – Implementation Guide (April 2020)

Topic 5

CHCPAL001 mapping
Elements and Performance Criteria addressed in Topic 5:
Element 3: Follow the person’s advance care directives in the care plan

T5

PC3.1

Interpret and follow advance care directives in the care plan in line
with own work role and organisation, legal and ethical requirements

5.1

PC3.2

Comply with end-of-life decisions as documented in the care plan
and in keeping with legal requirements

5.1

Element 6: Manage own emotional responses and ethical issues

T5

PC6.1

Follow organisation policies and procedures in relation to managing
own emotional responses and ethical issues

5.1

PC6.2

Identify and reflect upon own emotional responses to death and dying
and raise and discuss any issues or reactions with supervisor or other
appropriate person

5.2

PC6.3

Raise any ethical issues or concerns with supervisor or other appropriate
person

5.1

PC6.4

Identify and action self-care strategies to address the potential impact
of personal responses on self

5.2

PC6.5

Access bereavement care and support of other team members as needed

5.2

Knowledge Evidence addressed in Topic 5:
Knowledge Evidence

T5

KE8

Legal and ethical considerations for working in palliative care, including:

5.1

KE8A

Dignity of risk

5.1

KE8B

Duty of care

5.1

KE8C

Human rights

5.1

KE8D

Privacy, confidentiality and disclosure

5.1

KE10

Responsibilities to self and colleagues

5.2
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Topic 5 Session 1
5.1 Supporting ethics

An introduction to ethical issues in palliative care.

Aim: To develop an understanding of the legal and ethical considerations for care at the end of life.
At the end of this session you should be able to:


Interpret and follow Advance Directives in the care plan in line with own work role and
organisation, legal and ethical requirements



Comply with end-of-life decisions as documented in the care plan and in keeping with legal
requirements



Follow organisation policies and procedures in relation to managing own emotional
responses and ethical issues



Raise any ethical issues or concerns with supervisor or other appropriate person



Understand legal and ethical considerations for working in palliative care, including:


privacy, confidentiality and disclosure



dignity of risk



duty of care



human rights.

Legal and ethical issues/
concerns you could encounter
Ethics is the discipline dealing with what is good
and bad, and with moral duty and obligation. [1]
Within healthcare there are many issues
that can be morally challenging. In palliative
and end-of-life care, a wide range of ethical
dilemmas can occur due to differing ideas about
what care is best, especially when a person is
not able to make decisions for themselves. [2]
The key principles of palliative care should be
considered when making decisions, including: [2]


Provision of person-centred care



Care addresses symptom management



Clear and open communication
regarding choices in care at the end
of life



Confidentiality and privacy are
maintained.

There are four key ethical principles in palliative
care: [2]
Autonomy
The right to self-government or selfdetermination. [3] In healthcare this means
respecting a person’s decisions.
Beneficence
The quality or state of doing or producing
good. [4] In healthcare this means acting in the
best interests of patients / clients / residents.
Non-Maleficence
To do no harm.
Justice
To be as fair as possible.
Ethical dilemmas occur when it is not clear
what is morally the best choice for the person,
and everyone involved.
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Activity

Thinking Points
What ethical dilemmas can you think
of that may occur specifically in palliative
care?
Brainstorm possible responses and write
them down or discuss them as a group.
Did you discuss some of the following potential
ethical dilemmas in palliative care?


Privacy and confidentiality



Withdrawal of treatment



Requests to withhold information from
a person



Nutrition and hydration



Euthanasia



Assisted dying



Pain medication at the end of life



The rights to expect an Advance
Directive to be followed.
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It is important to understand your own
values and philosophies on some of the
topics you identified in the previous
activity.
Pick one of the ethical dilemmas you
identified.
Reflect on your thoughts on the issue.
Try and use the following points to really
think through the ethical dilemma. [2] (not
all thinking points may be relevant to your
ethical dilemma).


What are the goals, hopes, fears
and expectations?



Does the person have decisionmaking capacity?



Are there religious or cultural
factors to be considered?



Are there any legal factors
to consider?

Palliative care and the law
Ethical dilemmas can quickly become very
complex and it is sometimes not clear what the
correct course of action is to do the right thing.
When you are uncertain about the correct
response. Your first action should be to discuss
the situation with your supervisor.
Part of your role description and duty of care
will include understanding relevant policies and
procedures. It remains your responsibility to
know where to find policies, procedures and
protocols and to ask any relevant questions
if you don’t understand.
Most facilities will have either a hard copy or
documents on the organisation’s intranet.
There are numerous organisational
policies / procedures and protocols that should
be used as reference to guide ethical decisionmaking and guide emotional responses.
These include:

Confidentiality


Social Media Policy


Provide unbiased culturally sensitive
care



Respect others religious and spiritual
beliefs



Encourage others to continue
religious / spiritual beliefs if requested.

Advance care planning and Advance
Directives


Encourage communication and
documentation of advance care
planning discussions



Ensure all parties are aware of any
advance care planning documentation.

Ensure no discussion of confidential
information (including images) occurs
on any social media platform.

Privacy


Client and family privacy should be
respected at times.

Resuscitation policy


Information about resuscitation and
refusal of resuscitation should be
clearly documented and consent
obtained by relevant professionals.

Bereavement procedure


Cultural awareness


Maintain confidentiality at all times
including, not discussing sensitive
information with people outside of the
multidisciplinary team.

Care provided after-death should be
guided by policy and procedure to
ensure all aspects of ethical, legal and
health and safety responsibilities are
adhered to.

Code of Conduct


Organisational codes of conduct
and behavioural policies should
be respected and adhered to in
order to maintain duty of care and
professionalism at work.
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Advance care planning
and ethics

Privacy, confidentiality
and disclosure

Advance care planning encompasses the ethical
principle of autonomy (the right to self-govern).
This means that everyone should have the right
to make their own decisions regarding their
care leading up to their death.

Although the World Health Organization
(WHO) definition of palliative care considers
a person and their family to be a unit of care,
it is important not to breach the confidentiality
that exists between a care worker and the
multidisciplinary team, and a person with
life-limiting illness. Care workers looking
after people at the end of life are often given
access to sensitive personal information
about people and their families, including
their social situation. While confidentiality in
healthcare is well established and understood,
multidisciplinary teamwork sometimes includes
discussion of personal matters related to a
person and / or their family, and occasionally
this may cause offence or difficulty with the
parties involved. [5]

Euthanasia and concepts surrounding assisted
dying remain ethical issues that are governed
by law.
Healthcare professionals should always support
the person’s autonomy by:


Informing individuals of their rights to
access advance care planning



Following any documented Advance
Directive or care plans



Respecting the individual’s right to
change their minds on any documented
Advance Directive or care plan
and supporting a review of the
documentation.

If there has been a noted cognitive decline
with the person, then close involvement of
the palliative care team and the family would
be needed to ensure the person and family
understands the new choices being made and
the consequences.
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Before discussing sensitive information, you
may need to check with the person or family
members if specific information can be shared.
You should consider whether it is in the
person’s interest to reveal the information,
and whether disclosure is necessary for the
safety of the person, family, carer or anyone
involved in care delivery. If there is any doubt,
discuss the matter confidentially with your
supervisor. [6]

Duty of care

Dignity of risk

As a care worker you have a moral and legal
responsibility to keep clients safe from harm.
Our responsibilities to one party (ie, our
employer) can conflict with our responsibility
to our clients.

Dignity of risk relates to the health and safety
choices of the individual. Although care
workers have a duty of care to ensure the
persons safety and wellbeing, this needs
to be balanced with the choices the individual
can make regarding the level of risk they wish
to take to enable an effective quality of life
and relative independence.

Duty of care is the balancing act. [7]
There are several aspects to duty of care: [7]


Legal – What does the law suggest we
do?



Ethical – What do other workers
expect us to do?



Organisational – What does our
organisation and its funding body say
we should do?



Community – What do the family
of our clients and other community
members expect us to do?



Personal – What do our own beliefs
and values suggest we do?

Part of your duty of care is that you have an
obligation to avoid acts or omissions, which
could be reasonably foreseen to injure or
harm other people. This means that you must
anticipate risks for your clients and take care
to prevent them coming to harm. Remember
that harm includes both physical and emotional
harm. [7]

Thinking Points
An example of dignity of risk you may
encounter.
Samuel is a 92-year-old-gentleman, he lives
alone in a small ground-level house. He has
a community care worker visit three-timesper-week to assist with activities of daily
living.
Samuel was previously a landscape gardener.
Samuel loves gardening, it brings real joy
to his life and he finds it very relaxing.
Samuel has had three falls in the last year,
the last fall (four months ago) fractured his
left arm and he had a cast to his arm for
six-weeks.
Samuel wants to dig up a small flower bed
and plant some new seedlings in his garden.
He has felt very frustrated lately because the
care workers have told him he can no longer
go to the garden as he may fall and hurt
himself.
What would you do as Samuel’s care
worker?
Brainstorm possible responses and write
them down or discuss them as a group.
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Respecting the person’s
autonomy

Review the following video for ways
to promote a person’s dignity of risk:

There are some important steps to remember
when judging the dignity of risk for a person:


Is the person able to make their own
safe decisions?



Is it a reasonable risk? [8, 9]



Ensure all stages of the event are
documented and your supervisor is
aware and accepting of the situation.

Video Resource
Supporting a Resident’s Dignity of Risk.
Ausmed. 1 min 04 secs [9]

Activity

Ensure you are still working within
organisational policy and procedure.
If unsure, review the policy and speak with
your supervisor.
There is a risk that Samuel may fall going to the
garden, however Samuel also deserves quality
of life and his gardening is his joy and passion.
Samuel can make his own decisions; he does
not suffer from confusion.
It is a reasonable risk to take and there
are safety precautions that could be taken
to reduce the risk of a fall including:


A care worker going with him
and helping



The provision of a raised flowerbed
so Samuel can still plant the seedlings,
but sitting down safely.

It remains the care workers responsibility
to discuss all options with their supervisor
to ensure a duty of care is still being upheld.
The conversation would also need to be fully
documented.
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List at least three advantages of dignity
of risk for the person.
You may have identified the following
advantages: [10]
Advantages


Increased autonomy



Improved socialisation



Improved health



Becoming more independent



Living their lives according to their
values



Increased feelings of self-worth.

Activity
List at least three feelings / emotions
the person can have if dignity of risk
is not respected.

You may have identified: [10]


The person may feel patronised



They may feel smothered



Removes hope



De-values the person and this impacts
on their identity



Prevents individuals reaching their
potential.
Any issues of dignity of risk must
be discussed with your supervisor
to ensure the person’s safety, and dignity
of risk are fair, and your duty of care
is also being maintained.

Human rights
Within the palliative care context, human
rights extend beyond the right to health,
but also include the rights to freedom from
torture, cruel and inhumane treatment, nondiscrimination and equality, bodily integrity
(rights to deciding what happens to their own
body), privacy and confidentiality and the right
to information. [5]

Thinking Points
In what ways can care workers support
the human rights of people in the
palliative care context?
Brainstorm possible responses and write
them down or discuss them as a group.
There are multiple ways that care workers
can support the human rights of individuals
in the palliative care context including:


Assessing for pain and ensuring
pain is managed effectively through
communication with the nursing staff



Equal access to palliative care services
for everyone, ensuring people are
aware of palliative care services in their
area



Maintaining confidentiality and not
discussing individuals details outside
of the work environment



Maintaining privacy and respecting
the individual and treating them with
dignity at all times



Ensuring the person’s wishes are
always respected.
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Activity
Review the document ‘My Healthcare
rights’ [11] for patients / residents.
(The second edition of the Australian Charter
of Healthcare Rights).
Anyone working in the healthcare environment
also has human rights including: [5, 12]

Withholding information
and advance care planning
Advance care planning and setting Advance
Directives relies on honest, accurate
information to help plan an individualised
course of care.
Some families and carers may wish to withhold
information to protect their family member for
various reasons. [2]



To work in safe and healthy working
conditions



Receive fair wages



Reasonable limitation of working hours



Freedom to join professional
associations



Duty of care – to provide accurate
information



Access to continued training
opportunities.



Human Rights – ensuring autonomy
and respect



Informed consent – if the person
is not aware of all relevant health
information, then they may not be able
to make fully informed decisions about
their care.

Withholding information regarding advance
care planning can mean responsibilities
are not being met regarding:

Thinking Points
What reasons can you think of why
family and carers may wish to withhold
information?
Brainstorm possible responses and write
them down or discuss them as a group.
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Thinking Points

There are various reasons why families and
carers would choose to withhold information,
they could include: [2]


Social reasons



Cultural reasons (in some cultures
it is common to keep upsetting news
from people)





Rod has advanced dementia; he is under
the palliative care team and has recently
been diagnosed with end-stage colon
cancer.
Rod keeps asking you what is happening
to him? His family have just asked you not
to tell him that he is dying.

Cognitive ability (if family believe the
person may not be able to understand
the information, for example children
or intellectually impaired adults,
dementia)

1. What should you do?
2. What are the issues here?

Emotional ability to manage
information.

If you are ever asked to withhold information
you MUST inform your supervisor of the details
so that it can be assessed if the best care is
being provided and everyone is acting within
their duty of care.
Your supervisor can then discuss with the
family / carer: [2]

Brainstorm possible responses and write
them down or discuss them as a group.
This is a very sensitive situation that requires
discussion and management by your supervisor.
Respectfully suggest to the family that you will
contact your supervisor to come and talk about
their request.
The issues that have been highlighted include:



Acknowledge the family’s concerns



Truth telling



Explore the reasons for requests
to withhold information



Duty of care





Consider the social and cultural aspects
of withholding the information

The person’s autonomy vs their
cognitive ability (dementia)





Discuss the benefits of open
communication, explain that patients
often already know they are dying, and
talking about it allows them to discuss
their concerns and receive appropriate
support

There may be cultural reasons why the
family are requesting the person not
know that they are dying which need to
be discussed with the multidisciplinary
team and may require a family meeting



Informed consent.



Offer to ask the patient open questions
in the presence of family members (and
interpreter when appropriate), and be
prepared to ‘back off’ if the patient
does not wish to know any more



Advise the family that direct questions
from the patient will be answered
truthfully and sensitively, if and when,
they arise. [2]
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Collusion, withholding
information and truth telling

Withdrawing and withholding
treatment

The development of a trusting therapeutic
relationship is essential for people to feel safe
and respected and cared for in a dignified
manner.

At the end of life, basic nursing assessments
such as taking temperatures and blood pressure
measurements will be stopped. This is because
at the end of life, if any abnormalities in blood
pressure or temperature etc, are identified,
they will not be treated. Procedures such
as taking a blood pressure can be viewed as
unnecessarily painful if no actions are going
to occur with the results obtained if the
person wishes to die with minimal healthcare
interventions.

If care workers are withholding information and
denying the person the truth regarding their
care, diagnosis or prognosis, then they are also
denying the person influence over their own
healthcare journey and ultimately their death.
The trusting relationship that has been built
can be destroyed if people feel they are not
receiving dignified care by being disrespected
through lack of information. [13]
Always refer these sensitive situations to your
supervisor.

This can cause upset particularly with family
members as they realise that life-saving
interventions will no longer be an option and
the end-of-life phase has begun.
Communication is essential to ensure that
family and carers are aware of what is, and
what is not, expected to happen to prevent
being upset by unexpected withdrawal of cares.
If disputes occur and family / carers / decisionmakers wish to continue treatment, then formal
conversation with the palliative care team
needs to occur to make sure the right decision
is being made for the person.
This highlights the importance of early
discussions of Advance Directives and
advance care planning early in diagnosis
so that all are aware of the persons wishes.
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Provision of nutrition
and hydration
At the end of life, fluids and calorie-dense
nutritional fluids may be given via the
bloodstream or directly into the gastrointestinal
tract, these are referred to as parenteral and
enteral fluids and nutrition.
Conflict can arise with family / carers and
decision-makers if it is identified that parenteral
or enteral nutrition / fluids are not being
provided or are being withdrawn. [2]
Medically-assisted nutrition and hydration are
considered to be medical treatments; there is
no requirement for these to be administered to
a patient who is dying unless they provide relief
of symptoms. [2]
There is little evidence that medically-assisted
nutrition or hydration are beneficial in the
last days of life. However, the emotional,
cultural and social factors related to providing
nourishment are important, and many
families (and some healthcare providers) find
it distressing to withhold or withdraw such
treatment. [2]
Medically-assisted nutrition or hydration is
unlikely to be beneficial when the patient is
dying and can make the patient uncomfortable
and prolong their suffering. [2] There are other
ways that family and carers are able to assist
with basic cares, including regular mouthcare.

Request for assistance to die
Requests for assistance to die may come
from the person, family members or carers.
Sometimes these requests are emotional
reactions to the frustration of the situation
and an attempt to request support. In these
situations, it is important that discussion with
the palliative care team occurs so that support
can be given through pastoral care
or counselling. [2]
Some people may persistently ask for ‘help
to end it all’.
These situations must be referred to your
supervisor so that discussions can occur to
identify if there are any hidden reasons that
could be resolved identifying why they wish
to ‘end it all’.
Hidden reasons that need further discussion
include:


Scared of potential pain at the time
of death



Scared of lack of support at time
of death



Scared of dying alone



Scared to lose their dignity by the loss
of bodily / cognitive functions at the
time of death



The person may be suffering from
treatable conditions such as severe
depression.
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Counselling and psychological care can be
included into care planning in all the above
scenarios addressing the person’s concerns
and allowing them to die with dignity.
Euthanasia is a deliberate act or omission,
undertaken with the intention of ending
a person’s life. Euthanasia is illegal in all
Australian states and territories except for
Victoria where legislation for Voluntary
Assisted Dying (VAD) was passed in 2019. [14]
If you are involved in any of these
conversations, you MUST speak with your
supervisor/Registered Nurse immediately.

Managing ethical issues
Caring for people in the palliative care
environment can be stressful as you may feel
there are no correct responses to the situation.
It is vitally important that you talk regularly
with your supervisor and let them know what
has been happening and how you are feeling.
Session 5.2 will discuss self-care and the
importance of understanding and processing
what you have seen or been involved in and
how to make sense of these situations. The
important thing to understand is that you
are not alone.
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Summary
In this session we have discussed the legal
and ethical issues that you may encounter
in the palliative care environment and the
responsibilities you have as part of your role
as a care worker.
It has been highlighted that ethical issues
can frequently be very complex in their nature.
Due to their complexity, we should always
ensure that the supervisor is included in all
discussions so that you always work within your
role description and abide by your duty of care.

Additional Resources
Review the CareSearch website
for more information on ethical issues
in the palliative care context.

Topic 5 Session 1
Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. What ethical issues might you encounter that can be included in Advance Directives or the
advance care planning discussions?
Tip: Think about specific wishes the person may have regarding their end of life decisions.
Any answer that relates to palliative care issues such as:
 Privacy and confidentiality
 Withdrawal of treatment
 Requests to withhold information from a person
 Nutrition and hydration
 Euthanasia
 Assisted dying
 Pain medication end of life
 The rights to expect an Advance Directive to be followed.
2. Discuss the most common reason for ethical issues occurring.
Tip: Is there always one correct way of doing things?
Generally, with ethical dilemmas there are multiple possible options all with potentially equal
advantages and disadvantages which makes the discovery of the ‘right thing to do’ very difficult
3. How can an Advance Directive assist in managing ethical issues that may arise during care?
Tip: Think about when a person may no longer be able to communicate due to a deterioration
in condition.
Advance Directives provide clear documentation regarding wishes and the requested course of
treatment. The care planned has been discussed and understood by all parties so that when the person
is unable to make decisions for themselves, an appointed decision-maker is able to act as advocate and
make decisions for the person on their behalf knowing that they are making the right choices for that
person as care has been discussed clearly ahead of time.
4. How can organisational policies and procedures help you to manage ethical issues?
Tip: Some ethical issues may also be legal issues
Organisational policies and procedures can determine the actions needed to be taken that include
a legal, health and safety and ethical stance to maintain our duty of care.
5. If you encounter an ethical issue who should you consult?
Tip: When unsure about anything in your role, who should you contact?
Your supervisor immediately.
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5.2 Self-care

An introduction to caring for yourself.

Aim: To develop an understanding of self-care strategies and understanding how to support other
team members.
At the end of this session you should be able to:


Identify and reflect on your own emotional responses to dying and death and raise and
discuss any issues or reactions with supervisor or other appropriate person



Identify and action self-care strategies to address the potential impact of personal
responses on self



Identify the need for bereavement care in self and others as needed.

Identifying stress
Working in the area of palliative care can be
incredibly rewarding as you develop strong
bonds with people and their families and
provide high quality care that enables the
transition from life to death to be a peaceful
experience.
Being surrounded by suffering and other’s pain
can also have a negative effect on your physical
and emotional wellbeing if you don’t:
1. Recognise that you are vulnerable to
stress and burnout due to the highly
emotional environment you work in
2. Take action to protect yourself from
stress and burnout

3. Recognise stressful events as they
occur
4. Identify when you have been involved
in a stressful event and the need to
use a safe self-care strategy to manage
stress
5. Identify that professional help may be
needed to support you.

Activity
Identify a list of five highly stressful
events that you think you could face
in the palliative care environment.
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Activity

Did you identify that some particularly
high-stress situations in the palliative care
environment could include:

Identify five potential signs of stress.



Witnessing death



Anger from family members and carers
as they manage their own stress



Managing your own negative
experiences of death

Low level stress



The death of people that you have
developed close bonds with as you
have cared for them



Biting nails



Irritable



Fear of your own death



Fear of doing or saying the wrong
thing.

When stress goes unrecognised it can have a
negative effect on your health and can lead to:


Withdrawal and loneliness



Cynicism



Hopelessness



Helplessness



Frustration



Anger



Depression.
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Did you identify these common signs
and symptoms of stress?

Mid-range stress


Reduced ability to sleep



Constant worrying

High level stress


Withdrawal from friends, family
and colleagues



Drinking multiple units of alcohol
daily.

It is perfectly normal to experience low-level
stress, however when higher levels of stress
are faced regularly, care workers need to
find appropriate self-care strategies to avoid
burnout.
As defined by the World Health Organization [1]
‘Burn-out is a syndrome conceptualized
as resulting from chronic workplace stress that
has not been successfully managed’.
It is characterised by: [1]


Lack of energy or feelings
of exhaustion



Increased mental distance from your
work, or feelings of cynicism related
to your work

Self-care
Self-care is the capacity to care for your
own wellbeing through: [2]


A balanced diet



Plenty of sleep



Regular exercise.

These activities can help with our physical
and emotional wellbeing.
Self-care activities also include activities that
can help mood and anxiety levels.
Activities such as: [2]


Yoga



Meditation

Reduced ability to complete your role
to the same standards.



Mindfulness activities



Dancing

When stress levels remain high and symptoms
of burnout arise it is also common to see
compassion fatigue.



Cooking



Massage



Reading

When care workers focus so much on other’s
suffering and fail to identify their own suffering,
it can result in apathy and a sense of a dulled
perception of others suffering.



Gardening.



Review this video from Palliative Care Australia
on ‘Understanding self-care’.

Video Resource
Self-Care Matters – Understanding
self-care. Palliative Care Australia.
3 min 39 secs [3]
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There are four areas where care workers should
consider self-care initiatives:


Physical: eg, exercising before work,
having a healthy diet, going to the gym



Professional: eg, turning work emails
off on the weekend, not eating lunch
at their desk, going home on time,
delegating where they can



Emotional / Relationships: eg, making
time for family or friends, going to the
movies, recording three positive things
about each day



Psychological / Spiritual: eg, Keeping
a journal, going to church / mosque /
temple, getting out into nature, learning
to meditate.

Review this video from Palliative Care Australia
on ‘Planning for self-care’.

Video Resource
Self-Care Matters – Planning for self-care.
Palliative Care Australia. 2 min 56 secs [4]

Activity
Download and complete the ‘Self-Care
Matters: A Self-Care Planning Tool’ from
Palliative Care Australia. [5]
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Personal reflection techniques
Within the palliative care setting, care workers
may be exposed to dying, death and grief:


Multiple ethical issues can be
encountered including the need to be
around family and carers when medical
interventions are discontinued



Care workers can be asked questions
regarding dying and death that they
find upsetting



Care workers also need to be able to
manage their own personal situations
that may include managing emotions
from their own sick relatives or other
distressing situations.

It is important to be aware that these
situations can create emotional reactions.
To care for yourself holistically, it is vital
that you understand how you may react
to situations, understand the effect your
emotional reaction can have on others and to
practice understanding your emotions; why
they happen and how you can ensure you
process the things you see to prevent stress
accumulation and burnout.

Review some potential reactions to dying and death and reflect on your own emotions.
Emotion

Reason

Anger



Lack of control over the
situation



Feelings of potential failure
that the person died



Inadequate self-preparation
for death and dying



Inability to reflect on and
rationalise events



Past experiences that
haven’t been resolved



Not fully understanding
events and why things
happened



Self-blame



Overwhelmed with the
situation

Excessive crying

Isolating yourself

Grief can be overwhelming, every person
will have an individual response to dying, death
and grief.
You can sometimes find that your emotions
will overwhelm you.
You can find that you don’t really feel any
emotions at the time of the event, but they
‘catch up with you’ later, perhaps having an
excessively emotional reaction to another
situation later on?
To protect yourself and fully understand what
is happening, you need to speak with someone
to express and understand how you feel.
People you could speak with include:


Colleagues



Supervisor



Palliative care team members

Effect on others


Push colleagues away as
they can feel intimidated by
your behaviour



Concern over your ability
to cope and maintaining
a professional approach



Colleagues could believe
that you are coping well as
you haven’t requested any
help and they may leave you
alone, or



you may emotionally push
people away who want
to help you.



Pastoral Carer



Counsellor



Your General Practitioner (GP).

palliAGED Activity
Review the palliAGED Tips for
careworkers: Grief and loss among staff. [6]
and complete the reflections.

Activity
Review the Grief Information Sheets
for different age groups on the Australian
Centre for Grief and Bereavement
Webpage. [7]
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Debrief
Debriefing is the discussion of a stressful /
traumatic event with the aim of reducing
distress and preventing the development
of ongoing psychological issues.
It aims to do this by: [8]






Allowing emotions to be expressed
and aiming to understand the source
of these emotions
Reviewing how things were managed
and how things could be improved
for future practice
Identifying people that need additional
support to overcome their stress. [8]

Debriefing sessions are held either, immediately
after the event, or up to a few days later.
The people who were involved in the event
are present and a discussion is led, without
judgement, to discuss what happened
and how people are feeling.
These sessions should be encouraged as they
are a valuable opportunity to make contact
with others, for them to support you, and for
you to provide support to others in a shared
experience.

Activity
Sometimes being together with others
who have shared the same stressful
experience can be therapy and help
reduce stress.
Identify some ways that a group who
have experienced a stressful event can
informally defuse and reduce stress
levels.
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Informal ways to lower stress levels within
a group of people that shared the experience
can include:


Going for coffee together



Going for a walk together



Group relaxation; yoga, meditation,
mindfulness



Group cinema outing



Going out for lunch or dinner
as a group



Sporting activities such as mini-golf
or bowling.

Responsibilities of self
and others

This can include:


Regular, dedicated time to discuss how
everyone is feeling



Acknowledgement of shared stressors
and action plans to try and reduce /
remove the cause of stress if possible

What all people have in common is the need
to have time to process their feelings and to be
able to talk through how they are feeling when
they are ready. This is the same for families,
carers and healthcare staff.



Fun times together eg, afternoon tea
once-a-week or other social events



Training on management of dying,
death and bereavement and other
potential sources of stress.

As we care for our clients / patients / residents,
we should also take care of our colleagues.

Strategies for personal self-care include: [10–15]

The process of grief will be different for every
person. The stages of grief [9] can also be
experienced differently and in different orders.



Prioritising close relationships such as
those with family and friends



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



Not taking work home where possible



If you, or a colleague have signs of high-stress,
ensure you:

Establishing and maintaining a good
work-life balance – and not seeing this
as a sign of weakness





Talk through how you are feeling with
other colleagues

Scheduling regular breaks – including
taking lunch breaks and tea breaks





Let your supervisor know that you are
feeling stressed and the reasons why

Fostering recreational activities and
hobbies





Look after yourself holistically; manage
your emotional, physical, professional,
and psychological wellbeing (review
your Self-Care Plan)

Being realistic with time and avoiding
overcommitting



Practicing mindfulness



Participating in activities that bring
personal happiness

Seek professional support and advice
if needed.



Pursuing spiritual development



Maintaining a routine

Speak with your supervisor and team to
develop a positive workplace communication
culture.



Maintaining a connection with culture,
Country and community

If a colleague is struggling, ensure that your
supervisor is aware so that the relevant support
can be given. Remember that when we come
to work, we have personal lives where we may
be managing personal stresses. When trying to
manage dying, death and grief at work as well,
sometimes stress levels can become too much.
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Learning relaxation techniques and
practice regularly



Having goals – at work and personally



Developing and maintaining healthy
therapeutic boundaries



Debriefing with colleagues regularly



Establishing a relationship with your
own GP to assist you to manage your
own health.

Review this video on staff grief in long term
care homes.

Video Resource
Staff grief in long term care. Canadian
Virtual Hospice. 2 min 38 secs [16]
Most importantly for healthcare staff
and family / carers.
Ensure that all deaths are formally and
informally acknowledged.
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Potential ideas can include:


A formal acknowledgement of the
death of a resident to staff and other
residents



A memorial ceremony or
encouragement for staff and residents
to attend the funeral if possible



Memorial trees / shrubs in communal
gardens, memory book etc.

Activity
Review the Bereavement Support
Booklet for Residential Aged Care Staff
to understand more about caring for
yourself and others after caring for a
resident that has died. [17]

Accessing support services
Ensure that you access bereavement services for yourself or colleagues who may be struggling
with stress and grief.
Review the different levels of support available.
Colleagues

Always talk through your experiences with colleagues. They could
be having the same feelings and also need someone to talk to.

Supervisor

Ensure that if you are feeling stressed or experiencing prolonged
negative emotions that you speak with your supervisor. They can
support you, provide time off if necessary and check-in regularly
to ensure you are coping or provide additional support for you.

Pastoral Care

Pastoral Carers can assist staff as well as residents / patients by talking
through emotions and stressors. Speak with your supervisor for
a referral to a pastoral carer.

Counselling (work)
Employee Assistance
Program

Most large companies have access to an Employee Assistance Program
(EAP). This provides employees with a set amount of free, confidential
counselling. The counselling can be about anything; personal
or professional that may be impacting your work.

Counselling (private)

Private counselling facilities are also available (at a cost). Review what
is available in your area, you can also speak with your GP for advice
on counselling facilities in your area.

General Practitioner
(GP)

Your GP can discuss your concerns and refer you to a relevant agent;
counselling, psychologist, psychiatrist as necessary.

Psychologist

Your GP can refer to a local psychologist if you have ongoing issues
managing stress and grief.

Psychiatrist

Any prolonged emotional issues leading to mental health issues
can be reviewed and diagnosed by a psychiatrist.
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Summary
In this topic we reviewed the concept of selfcare having the potential to not only minimise
the harm from burnout and compassion fatigue,
but to also promote personal and professional
well-being.
It is equally important to care for ourselves and
our colleagues, as it is to care effectively for
patients and residents.
To enable effective self-care a holistic view
needs to be adopted incorporating; physical,
psychological, social, spiritual and professional
aspects of self-care.

Additional Resources

Video Resource
Review the Self-Care Matters webpage [5]
through Palliative Care Australia and
review the final video in the series
Practising self-care. [18]
Webpage
Video YouTube
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Session Reflections
Educators can discuss with groups the reflection points or students can complete
individually.
Further information is provided below in italics to support educator discussions.
1. Reflect on your own emotional response to dying and death (either of someone
you may have known or from a film/production) and answer the following:
Questions 1–6 are personal reflective answers with no incorrect answers as they are individually
subjective answers.
1. How did this situation affect you?
2. What impact did it have on you; physically, emotionally, spiritually, professionally?
3. Do you feel you managed the situation well? If so, why? If not, why not?
4. What can you do in the future to protect yourself from negative emotional responses surrounding
dying and death?
5. What barriers exist to prevent you protecting yourself in the future?
6. In what ways can you overcome these barriers?
7. Name three self-care strategies you could implement to avoid any negative emotions and stressors
in the future.
Any self-care strategy mentioned including (but not limited to); maintaining relationships, healthy
lifestyle, work-life balance, mindfulness, relaxation techniques, creating and following goals, debriefing
etc.
2. Name three forms of support you could access in the future to assist you with grief,
loss and bereavement.
Tip: Ensure you always know how to contact support to help you.
Answers can include discussion of stress concerns with, colleagues, supervisor, Pastoral Care,
Employee Assistance Program, Counsellors, General Practitioner and Psychologists.
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Glossary

of terminology used
Words highlighted throughout the topics are given further explanation within the glossary.
(Definitions from Merriam-Webster, 2020. https://merriam-webster.com/dictionary unless otherwise stated)
Word

Topic

Syllable

Meaning

Reference

Activities of daily
living

Multiple

A set of actions completed each day that are necessary
for day-to-day living.

Advance care
planning

Multiple

Advance care planning (ACP) is a conversation about
how a person wishes to be treated under circumstances
in which they are not able to speak for themselves.

[1]

Advance Directives

Multiple

Legal record of a person’s preferences for care and
treatment and can be one of two types of document,
instructional or appointing.

[2]

NB: The terminology Advance Directive has been
used throughout the module. Each state and territory
name the legal paperwork differently. For continuity
purposes, the document has been named ‘Advance
Directive’ within this module.
Advanced disease

1.1

Advocacy

4.3

ad·vo·ca·cy

The act or process of supporting a cause or proposal.

Affect

3.1

af·fect

To act upon (a person, a person’s mind or feelings, etc.)
so as to effect a response.

Alzheimer’s disease

4.1

Alz·hei·mer’s
disease

A degenerative brain disease of unknown cause that is
the most common form of dementia.

Anorexia

3.2

anor.ex.ia

Lack of appetite.

[3]

Anticipatory grief

4.5

Grief that begins before an event. For example, grieving
someone’s death before they have died.

[4]

Apathy

5.2

Aspiration

3.2

Breathing a foreign object or liquid into an airway.

Autonomy

5.1

The right to self-government.

Beneficence

5.1

The quality or state of doing or producing good.

Bereavement

1.1

be·reave·ment

The state or fact of being bereaved or deprived
of something or someone.

Biomedical

2.3

bio·med·i·cal

Of, relating to, or involving biological, medical,
and physical science.

Burnout

5.2

burn·out

Exhaustion of physical or emotional strength
or motivation usually as a result of prolonged stress
or frustration.

Cachexia

3.2

Ca.chex.ia

General physical wasting and malnutrition usually
associated with chronic disease.

Carer

Multiple

carer

A person who provides direct care.

Care pathway or
Clinical pathway

Multiple

Life-limiting disease.

ap·a·thy

Lack of feeling or emotion.

Clinical pathways are standardised, evidence-based
multidisciplinary management plans, which identify an
appropriate sequence of care, timeframes, milestones
and expected outcomes.

[5]

[6]
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Word

Topic

Care worker

Multiple

Syllable

Meaning

Reference

A health staff member that has completed an
appropriate certificate course in healthcare training.

Cognitive / Cognition Multiple

cog·ni·tive

Relating to, being, or involving conscious intellectual
activity (such as thinking, reasoning, or remembering).

Compassion

1.3

com·pas·sion

Sympathetic consciousness of others’ distress together
with a desire to alleviate it.

Compassion fatigue

5.2

The physical and mental exhaustion and emotional
withdrawal experienced by those who care for sick or
traumatized people over an extended period of time.

Complementary
therapies

3.3

Describes treatments that are used alongside
conventional medical treatments. Also described as
‘alternative therapies’.

Conflict

2.3

con·flict

To be different, opposed, or contradictory.

Conscious

3.3

con·scious

Having mental faculties not dulled by sleep, faintness,
or stupor.

Conventional
medicine

3.3

Counsellor

4.5

Cultural awareness

2.2

Someone’s cultural awareness is their understanding
of the differences between themselves and people
from other countries or other backgrounds, especially
differences in attitudes and values.

[9]

Cultural competence 2.2

A set of behaviours, attitudes and policies that come
together in a system, agency or among professionals;
enabling that system, agency or those professionals to
work effectively in cross-cultural situations.

[10]

Cultural safety

2.2

An environment that is safe for people: where there is
no assault, challenge or denial of their identity, of who
they are and what they need. It is about shared respect,
shared meaning, shared knowledge and experience of
learning, living and working together with dignity and
truly listening.

[11]

Cultural sensitivity

2.2

The knowledge, awareness, and acceptance of other
cultures.

[12]

Curative

1.1

cu·ra·tive

Relating to or used in the cure of diseases.

Cynicism

5.2

cyn·i·cism

An inclination to believe that people are motivated
purely by self-interest.

Debrief

5.2

de·brief

To carefully review upon completion.

A system in which medical doctors and other healthcare
professionals (such as nurses, pharmacists, and
therapists) treat symptoms and diseases using drugs,
radiation, or surgery. Also called allopathic medicine,
biomedicine, mainstream medicine, orthodox medicine,
and Western medicine.
coun·sell·or
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[7]

[8]

A person who gives advice or counselling.

[13]

Word

Topic

Syllable

Meaning

Reference

Dehydration

3.2

de·hy·dra·tion

An abnormal depletion of body fluids.

Delirium

3.2

de·lir·i·um

An acute mental disturbance characterized by confused
thinking and disrupted attention usually accompanied
by disordered speech and hallucinations.

Denial

2.2

de·ni·al

Refusal to satisfy a request or desire.

Depression

2.1

de·pres·sion

A mood disorder marked especially by sadness,
inactivity, difficulty in thinking and concentration.

Diagnosis

1.1

di·ag·no·sis

The art or act of identifying a disease from its signs and
symptoms.

Dietician

1.1

di·e·ti·tian

A specialist on nutrition in diet.

Dignity

1.2

dig·ni·ty

The quality or state of being worthy, honoured, or
esteemed.

Discrimination

2.2

dis·crim·i·na·tion

The prejudiced or prejudicial outlook, action, or
treatment.

Dysphagia

3.2

Difficulties swallowing.

[3]

Dyspnoea

3.2

Shortness of breath or breathlessness.

[14]

Emotional

1.1

emo·tion·al

A conscious mental reaction (such as anger or fear)
subjectively experienced as strong feeling usually
directed toward a specific object and typically
accompanied by physiological and behavioural changes
in the body.

Empathy

2.2

em·pa·thy

The action of understanding, being aware of, being
sensitive to, and vicariously experiencing the feelings,
thoughts, and experience of another of either the past
or present without having the feelings, thoughts, and
experience fully communicated in an objectively explicit
manner.

Empowerment

2.3

em·pow·er·ment

The granting of the power, right, or authority to
perform various acts or duties.

Enduring Power of
Attorney

Multiple

A legal document that outlines who you would like to
manage your affairs during your lifetime. Usually, an
enduring power of attorney takes effect when you lose
capacity to manage your own affairs.

[15]

Enteral fluids

5.1

Any method of feeding that uses the gastrointestinal
(GI) tract to deliver part, or all of a person’s caloric
requirements.

[16]

Ethics

1.3

eth·ics

The discipline dealing with what is good and bad and
with moral duty and obligation.

Ethnicity

2.2

eth·nic·i·ty

A particular ethnic affiliation or group.
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Word

Topic

Syllable

Meaning

Euthanasia

5.2

eu·tha·na·sia

The act or practice of killing or permitting the death of
hopelessly sick or injured individuals (such as persons
or domestic animals) in a relatively painless way for
reasons of mercy.

Existential distress

2.1

Frustration

2.2

Functional decline

2.1

The decrement in physical and / or cognitive functioning
and occurs when a person is unable to engage in
activities of daily living

[19]

Grief

2.2

A person’s emotional response to loss.

Topic 2.2

Guilt

2.2

Heart attack

2.1

Holistic

1.2

ho·lis·tic

Holistic medicine attempts to treat both the mind and
the body.

Incontinence

4.3

in·con·ti·nence

Inability of the body to control the evacuative functions
of urination or defecation: partial or complete loss of
bladder or bowel control.

Informed choices

1.1

Jargon

2.2

Malnutrition

3.2

Medicare

2.2

med.i.care

Providing Australians with access to some health
services at low or no cost.

Mistrust

2.2

mis·trust

A lack of confidence.

Mourn

4.5

mȯrn

To feel or express grief or sorrow.

Mucous membranes

3.3

The moist, inner lining of some organs and body
cavities (such as the nose, mouth, lungs, and stomach).
Glands in the mucous membrane make mucus (a thick,
slippery fluid). Also called mucosa. Mucus – singular
Mucous – plural.

Multidisciplinary
care team

1.2

A group of health professionals incorporating
all aspects of care. For example: Doctor, Nurse,
Physiotherapist, Occupational Therapist etc,

Non-maleficence

5.1

To do no harm.

The worry and concern related to confronting personal
mortality.
frus·tra·tion

gilt

[17, 18]

A deep chronic sense or state of insecurity and
dissatisfaction arising from unresolved problems or
unfulfilled needs.

Feelings of deserving blame especially for imagined
offenses or from a sense of inadequacy.
A sudden complete blockage of an artery that supplies
blood to an area of your heart.

When a person is given options to choose from several
diagnostic tests or treatments, knowing the details,
benefits, risks and expected outcome of each.
jar·gon

Reference

[20]

[21]

The technical terminology or characteristic idiom of a
special activity or group.
Faulty nutrition due to inadequate or unbalanced intake
of nutrients or their impaired utilization.
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[22]

[8]

Topic 5.1

Word

Topic

Syllable

Meaning

Reference

Occupational
therapist

1.1

Focus on promoting health and wellbeing by enabling
people to participate in the everyday occupations of
life, such as self-care activities.

[23]

Opioid

3.3

opi·oid

A natural, semisynthetic, or synthetic substance that
typically binds to the same cell receptors as opium and
produces similar narcotic effects (such as sedation, pain
relief, slowed breathing, and euphoria).

Palliative

1.1

pal·li·a·tive

Relating to a life limiting condition.

Parenteral fluids

5.1

Refers to the delivery of calories and nutrients into a
vein.

[16]

Pastoral care

4.3

Care and support of the inner person. It is not
necessarily about formal religion. Pastoral care respects
and supports a person’s particular belief systems and
practices. It is holistic and person centred.

[24]

Perception

5.2

per·cep·tion

Awareness of the elements of environment through
physical sensation.

Peristalsis

3.2

peri·stal·sis

Successive waves of involuntary contraction passing
along the walls of a hollow muscular structure (such as
the oesophagus or intestine) and forcing the contents
onward.

Philosophy

1.1

phi·los·o·phy

An analysis of the grounds of and concepts expressing
fundamental beliefs.

Physical

1.1

phys·i·cal

Concerned or preoccupied with the body and its needs.

Prejudice

2.2

prej·u·dice

Injury or damage resulting from some judgment or
action of another in disregard of one’s rights.

Principle

1.1

prin·ci·ple

A comprehensive and fundamental law, doctrine, or
assumption.

Prognosis

1.1

prog·no·sis

The likely course of a medical condition.

Progressive disease

1.1

Psychology/
Psychological/
Psychologist

3.1

psy·chol·o·gy

The science of mind and behaviour.

Psychosocial

1.2

psy·cho·so·cial

Involving both psychological and social aspects.

Racism

2.2

rac·ism

Racial prejudice or discrimination.

Radiotherapy

1.2

ra·dio·ther·a·py

The treatment of disease with radiation.

Resuscitation

1.1

re·sus·ci·ta·tion

The act or an instance of reviving someone from
apparent death or from unconsciousness.

Sarcopenia

3.2

sar·co·pe·nia

Reduction in skeletal muscle mass due to ageing.

Scope of practice

1.2

A disease that will, with time get worse.

Job role description and responsibilities for the
qualification obtained to complete the role.
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Word

Topic

Syllable

Meaning

Reference

Secondary cancer

1.1

self-esteem

2.2

self-es·teem

A confidence and satisfaction in oneself.

Semi-conscious

3.3

semi·con·scious

Incompletely conscious: imperfectly aware or
responsive.

Social

1.1

so·cial

The interaction of the individual and the group.

Spiritual

1.1

spir·i·tu·al

Of or relating to sacred matters.

Stereotype

2.2

ste·reo·type

A standardized mental picture that is held in common
by members of a group and that represents an
oversimplified opinion, prejudiced attitude, or uncritical
judgment.

Stroke

2.1

strōk

A Cerebral Vascular Accident: a sudden interruption in
the blood supply of the brain.

[25]

Suicidal ideation

3.2

The term ‘suicidal ideation’ refers to thoughts that life
isn’t worth living, ranging in intensity from fleeting
thoughts through to concrete, well thought-out plans
for killing oneself, or a complete preoccupation with
self-destruction.

[26]

Sympathy

2.2

sym·pa·thy

The act or capacity of entering into, or sharing the
feelings or interests of another.

Therapeutic

1.2

ther·a·peu·tic

Of or relating to the treatment of disease or disorders
by remedial agents or methods.

Tolerance

3.3

tol·er·ance

The capacity of the body to endure or become
less responsive to a substance (such as a drug) or a
physiological insult especially with repeated use or
exposure.

Topically

3.3

top·i·cal

Designed for or involving local application and action
(as on the body).

Ventilation

1.1

ven·ti·la·tion

The circulation and exchange of gases in the lungs or
gills that is basic to respiration.

xerostomia

3.2

Xero.stom.ia

Dry mouth resulting from reduced or absent saliva flow.

(Metastases) the spread of a disease-producing agency
(such as cancer cells) from the initial or primary site of
disease to another part of the body.
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