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The Palliative Care Curriculum for 

Undergraduates (PCC4U) project, funded by the 

Australian Government Department of Health, 

directly articulates with goals 1, 2 and 5 of the 

National Palliative Care Strategy 2010.

The PCC4U project aims to promote and sustain 

the inclusion of the principles and practice 

of palliative care in all healthcare training. It 

supports the inclusion of palliative care through 

the provision of:

• A suite of evidence-based student and 
facilitator learning resources

• Capacity building and professional 
development activities.

The learning resources are based upon four core 

graduate capabilities identified as being integral 

for all health professionals. Specifically, entry 

to practice courses in the health professions 

should aim to develop graduates who, within the 

scope of practice of their profession, are able 

to demonstrate the graduate capabilities in the 

context of caring for a person with a life-limiting 

illness.

The PCC4U project learning resources are freely 

available on the project website  

www.pcc4u.org.au.  The project team is available 

to assist with any aspect of using the learning 

materials. To access support, please contact 

pcc4u@qut.edu.au. For more information about 

the project, including governance, the project 

team and outcomes and achievements, go to 

www.pcc4u.org.au.

About  
the PCC4U project

Graduate capabilities  
in palliative care
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Graduate capability

Effective communication in the context of a 

person’s responses to loss and grief, existential 

challenges, uncertainty and changing goals of 

care

Appreciation of and respect for the diverse 

human and clinical responses of each person 

throughout their illness trajectory

Understanding of principles of assessment and 

management of clinical and supportive care 

needs

The capacity of reflection and self-evaluation 

of one’s professional and personal experiences 

and their cumulative impact on one’s self and 

others.

http://www.pcc4u.org.au
mailto:pcc4u%40qut.edu.au.%20?subject=
http://www.pcc4u.org.au


The original PCC4U learning resources 

were developed in 2005 following a range of 

consultative activities and evidence reviews. 

The resources are subject to regular review and 

update in response to emerging priorities and 

evidence in palliative care.

Principles for including  
palliative care in  
undergraduate curricula

This publication provides a framework and 

guiding principles for curriculum design, 

implementation and evaluation. 

Content includes:

• Graduate capabilities

• Core values underpinning the learning and 
teaching of palliative care

• Benchmarks for inclusion of the palliative 
approach in undergraduate curricula

• Teaching, learning and assessment 
strategies

• Palliative care learning  
modules and topics.

The PCC4U student learning resources 

contain four student-centred core modules 

and four focus topics, each covering aspects of 

palliative care relevant to undergraduate and 

entry to practice students in the healthcare 

professions. Within each module or topic 

students experience the story of someone facing 

a life-limiting illness. The resources can also be 

used by healthcare providers for continuing 

professional development activities. 

The learning modules and topics are available 

to students online at www.pcc4u.org.au  The 

About  
the PCC4U project resources

video vignettes are also available on USB. The 

learning resources have been designed to be 

integrated into a variety of curriculum contexts 

and delivered via a range of flexible modes. 

Thinking points within the resources promote 

active learning and development of one or 

more of the graduate capabilities for healthcare 

professionals in palliative care.

The Enrolled Nurse Toolkit

The PCC4U Enrolled Nurse Toolkit is an online 

resource providing flexible components for 

seamless inclusion in training packages preparing 

Enrolled Nurses (ENs). It is person-centred and 

evidence-based. PCC4U case study vignettes 

provide engaging learning stimuli within the 

eLearning sessions. It can be used in whole, or 

in part, and supports face-to-face and distance 

learning. 

The Enrolled Nurse Toolkit 
Version 2

The Enrolled Nurse Toolkit version 2, has 

been adapted to meet the needs of consumers 

requiring the Toolkit to be easier to navigate for 

educators presenting in a face-to-face format. 

Version 2 has the removal of force functions and 

audio narration from version 1. The ability to 

print one certiifcate at the end of completion of 

the entire Toolkt has also been added (the option 

to still print a certificate for each session also 

remains) .The revised Toolkit ensures learning 

remains interactive and engaging.
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Building on successful implementation in 

the university sector, the PCC4U project has 

undertaken specific activity to promote the 

inclusion of palliative care teaching and learning 

within the Vocational Education and Training 

(VET) sector. The PCC4U EN Toolkit supports 

development of the graduate capabilities in 

palliative care in Enrolled Nurses. Consultation 

with key stakeholders within the VET sector 

was undertaken to identify priorities for 

implementation. Mapping and sector feedback 

reinforced that the palliative care graduate 

capabilities are at an appropriate level for 

embedding within training packages preparing 

ENs. The original PCC4U learning resources 

have been adapted in the development of a 

suite of eLearning sessions which align with 

requirements in the palliative care unit of 

competency HLTENN010 Apply a palliative 

approach in nursing practice, and to EN 

Standards for Practice. 

Each session includes a range of learning 

activities designed to develop one or more of the 

graduate capabilities for health professionals in 

palliative care.

These learning activities provide opportunities 

for students to:

• Explore key practice concepts relevant to 
the capability

• Understand the experience of people living 
with a life-limiting illness

• Promote critical reflection and apply 
learning

• Consider expert opinions and experiences of 
practice in the field

• Identify and review current evidence and 
information resources.

Each session within the PCC4U EN Toolkit 

includes key learning tools to achieve these 

outcomes, including a series of ‘thinking points’ 

and video case scenarios. The video case 

scenarios provide students with an opportunity 

to meet a person with a life-limiting illness at 

various points in their journey, reflect on the 

experience of indivdiuals and apply concepts to 

practice.

Depending on desired learning outcomes, the 

EN Toolkit can be used in whole, or in part 

and delivered in a range of different formats 

including:

• Workshop activities

• Interactive tutorials

• Self-directed learning

• Lecture presentations

• Group discussions.

EN Toolkit  
Implementation support

The EN Toolkit hub at  https://pcc4u.org.au/

for-educators/rto/  includes a comprehensive 

and current compilation of resources to support 

the inclusion of palliative care in EN training 

packages. It includes:

• Materials to support the integration of the 

eLearning sessions into new and existing 

training packages: 

- This Implementation Guide 

- Curriculum Blueprint 

- Curriculum examples in palliative care 

- Simulation scenario 

- Full suite of case study vignettes 

- Full simulation scenario eLearning module

• Information about how to embed the 

eLearning sessions and PCC4U case study 

vignettes into Blackboard, Moodle or other 

learning management system.

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.

About  
the Enrolled Nurse Toolkit 
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How  
to use this Implementation Guide

    Thinking point

   Teacher notes

   Video

        Activity 

 Additional resources 

     Question

    Transcript 

     Role play

    Print resource
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This Implementation Guide is intended for use 

by teaching staff to support delivery of the 

PCC4U EN Toolkit eLearning sessions. The guide 

presents the eLearning content and associated 

evidence-based information and teaching 

resources.

Icons

Throughout the guide, icons are used to identify 

learning and teaching approaches.

Acknowledging thoughts and 
feelings relating 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 you are advised 

to talk to your teacher, family or friends if 

needed. You 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

• A person’s feelings and thoughts must be 
respected

• A person’s right not to disclose feelings and 
thoughts must be respected.



PCC4U  
Unit mapping

Element 1: Recognise the special needs of a person requiring a palliative approach to care T1 T2 T3 T4 T5 T6

PC1.1
Apply principles of palliative care and the palliative approach in undertaking holistic assessment of the 

person

1.1 

1.2 

1.3

1.4

2.1 

2.2

2.3

3.1 

3.2 

3.3

4.1 

4.2 

4.5

5.3 6.1

PC1.2
Apply knowledge of pathophysiological changes associated with a life-limiting illness and the needs of 

the person

1.2 

1.3

3.1 

3.2 

3.3

4.2 

4.5

5.1 

5.3 

5.4 

5.5

6.1

PC1.3
Assess a person’s pain management, and implement strategies to address pain and any medication-

induced constipation in consultation with a registered nurse

3.1 

3.3

4.2 

4.3 

4.5

PC1.4
Identify and respect the person’s needs in relation to their lifestyle, social context and emotional and 

spiritual choices, and document these in accordance with care plan

1.1 

1.2 

1.3

2.1 

2.2 

2.3 

2.4

3.1 

3.2 

3.3

4.1 

4.2 

4.5

5.1 

5.2 

5.3 

5.4 

5.5

6.2

PC1.5
Identify and work within roles and responsibilities of the inter-disciplinary team when planning 

palliative care for the person

1.2 

1.4

2.2 

2.3 

2.4

3.2

4.1 

4.2 

4.5

5.2 

5.3 

5.4 

5.5

PC1.6
Apply in own practice an awareness of the psychosocial impact of palliative care on the person’s family 

or carer

1.1 

1.2 

1.3

2.1 

2.2 

2.4

3.2
4.3 

4.5

5.1 

5.2 

5.3 

5.4 

5.5

6.2

Element 2: Support person, family or carers using the palliative approach. T1 T2 T3 T4 T5 T6

PC2.1
Provide the person, family or carer with opportunities to discuss spiritual and cultural issues in an 

open and non-judgmental manner

1.2 

1.3

2.1 

2.2 

2.3 

2.4

4.1 

4.2 

4.5

5.1 

5.2 

5.3 

5.4 

5.5 

5.6

6.1 

6.2

PC2.2
Use effective communication techniques and access relevant support services to provide a supportive 

environment for the person, family or carer

1.2 

1.3 

1.4

2.2 

2.3 

2.4

4.1 

4.2 

4.5

5.2 

5.3 

5.4 

5.5 

5.6

6.1

PC2.3
Monitor the person’s condition and provide accurate and timely information on stages of dying to the 

person, family or carer, ensuring that information-provision respects their wishes

1.3 

1.4

2.2 

2.4

4.1 

4.2 

4.5

5.2 

5.4 

5.6

6.1 

6.2

PC2.4
Identify and address legal and ethical implications of implementing advance care planning (ACP) and 

advance care directives (ACD)
2.4

5.2 

5.3 
6.2

Unit Code: HLTENN010 

Unit Name: Apply a palliative approach in nursing practice 

Topic content is mapped to:

• Each Element (E) and Performance Criteria (PC)

• Each item of Knowledge Evidence (KE)

• NMBA Standards for Practice: Enrolled Nurses 2016 (S)

Elements and Performance Criteria
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Element 3: Identify and respond to signs of deterioration and the stages of dying T1 T2 T3 T4 T5 T6

PC3.1
Apply knowledge of the physiology of dying in supporting the person, family or carer as they 

experience the person’s dying process
2.4

3.2 

3.3
6.1

PC3.2
Identify signs of respiratory and swallowing difficulties and implement management strategies in 

accordance with ACP or ACD
6.1

PC3.3
Address malignant wound management in accordance with the unique needs of non-healing wounds of 

a deteriorating person
5.6

PC3.4
Identify and report signs of the person’s deterioration or imminent death in accordance with ACP or 

ACD
2.4

6.1 

6.2 

6.3

PC3.5
Support the dignity of the person when undertaking all care activities in their end-of-life stages as well 

as after their death
2.4

6.1 

6.2 

6.3 

PC3.6
Identify and reflect on any ethical issues or concerns about the person, and discuss with an 

appropriate person according to organisation procedures
2.4

5.2 

5.3 

5.5

6.2

Element 4: Care for the person’s body after death and provide support for the family and others T1 T2 T3 T4 T5 T6

PC4.1 Apply knowledge of legislation to own role and responsibilities when a person dies 6.3

PC4.2
Provide care of a person’s body after death using standard precautions and in accordance with 

organisation policy and procedures
6.3

PC4.3
Ensure care of the person’s body is carried out with dignity and respect, and that the person’s 

individual customs, culture, religion, spiritual practices and choices are taken into account

6.3 

6.4

PC4.4
Discuss support needs and resources including the accessibility and availability of resources with the 

family, carer or others requiring bereavement care
2.5

6.3 

6.4

PC4.5 Provide emotional support to the person, family or carer in relation to grief, loss and bereavement 2.4

6.1 

6.3 

6.4

Element 5: Provide for own self-care in palliative care role T1 T2 T3 T4 T5 T6

PC5.1
Identify own need for self-care and support and implement effective ways to sustain own social and 

emotional wellbeing
2.5 6.3

PC5.2
Encourage self and colleagues to access support and, where indicated, participate in professional 

debriefing.
2.5
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Knowledge 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: 

T1 T2 T3 T4 T5 T6

KE1
Knowledge of how to identify needs of the person, family or carers during the palliative approach to 

healthcare

1.1 
1.2 
1.3

2.1 
2.2 
2.3 
2.4
2.5

3.1 
3.2 
3.3

4.1 
4.2 
4.3 
4.4 
4.5

5.1 
5.2 
5.3 
5.4 
5.5 
5.6

6.1 
6.2 
6.3 
6.4

KE2
Knowledge of state/territory legislation on advance care planning, advance care directives and notification 

of a death

5.2 
5.5

6.1 
6.2 
6.3

KE3
Knowledge of diverse cultural, religious and spiritual factors underpinning the person’s choices at end-of-

life

1.1 

1.2 

1.3

2.1 

2.2 

2.3 

2.4

3.1 

3.2
4.1

5.2 
5.3 
5.4 
5.5

6.1 
6.2 
6.3

KE4a
Knowledge of ethical and legal issues related to a palliative care approach including decisions regarding 

advance care directives
5.2 6.2

KE4b
Knowledge of ethical and legal issues related to a palliative care approach including conflicts that may occur 

in relation to personal values and decisions made by, or for, the person

5.1 
5.2 
5.3 
5.4

6.2 
6.3

KE4c Knowledge of ethical and legal issues related to a palliative care approach including organ donation 5.3

KE4d Knowledge of ethical and legal issues related to a palliative care approach including request for autopsy
6.2 
6.3

KE5 Knowledge of hydration and nutrition requirements during palliative care and at end-of-life
6.1
6.2

KE6a
Knowledge of pain management including medication administered using a syringe driver or intima sub-cut 

lines 

4.1  

4.2 

4.4 

4.5 

KE 6b Knowledge of pain management including common non-pharmaceutical and complementary care 3.3

4.1 

4.3

 4.4 

4.5 

KE7
Knowledge of indications and contraindications for use of syringe drivers in administration of pain 

medication 

4.2 

4.4

KE8 Knowledge of indications for intima sub cut lines for pain relief, anti-nausea and steroid injections
4.2 

4.3

4.4

KE9 Knowledge of impact of loss and grief on person, family or carers and staff members
1.3 
1.4

2.1 
2.2 
2.3 
2.5

5.1 
5.2 
5.3 
5.4 
5.5

6.1 
6.2 
6.4

KE10 Knowledge of own role and responsibilities, and those of other team members involved in palliative care 1.4
2.2 
2.3

3.1 
3.2 
3.3

4.1 
4.2 
4.3 
4.4 
4.5

5.2 
5.3 
5.4 
5.5 
5.6

6.1  
6.2 
6.3 
6.4

KE11
Knowledge of relevant organisation policies, procedures, protocols and practices in relation to palliative 

care

2.4 
2.5

3.1 
3.3

4.1 
4.2 
4.4

5.2 
5.3 
5.4 
5.5 
5.6

6.1 
6.2 
6.3
6.4

KE12 Knowledge of relevant resources available to those requiring grief and bereavement support

2.2 
2.3 
2.4 
2.5

6.3 
6.4
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NMBA Standards for Practice: Enrolled Nurses 2016

Domain: Professional and collaborative practice

Standard 1: Functions in accordance with the law, policies and procedures affecting EN 
practice T1 T2 T3 T4 T5 T6

Indicators:

S1.1
Demonstrates knowledge and understanding of commonwealth, state and /or territory legislation and 

common law pertinent to nursing practice
5.2 5.3

6.2
6.3

S1.2 Fulfils the duty of care in the undertaking of EN practice 1.1 1.2
2.1 2.2 
2.3 2.4

3.1 3.2 
3.3

4.1 4.2 
4.3

5.2
6.1 6.3 

6.4

S1.3
Demonstrates knowledge of and implications for the NMBA standards, codes and guidelines, 

workplace policies and procedural guidelines applicable to enrolled nursing practice
1.1 1.2 2.1 2.2

3.1 3.2 
3.3

4.2

S1.4
Provides nursing care according to the agreed plan of care, professional standards, workplace policies 

and procedural guidelines
1.1 1.2 2.1 2.2

3.1 3.2 
3.3

4.1 4.2 
4.3

5.2 5.3
6.1 6.3 

6.4

S1.5
Identifies and clarifies EN responsibilities for aspects of delegated care working in collaboration with 

the RN and multidisciplinary healthcare team
2.4 2.5

3.1 3.2 
3.3

4.2 4.3 5.2 6.3

S1.6
Recognises own limitations in practice and competence and seeks guidance from the RN and help as 

necessary
2.2 3.2 3.3 5.2

S1.7
Refrains from undertaking activities where competence has not been demonstrated and appropriate 

education, training and experience has not been undertaken
2.2 3.2 3.3 5.2

S1.8
Acts to ensure safe outcomes for others by recognising the need to protect people and reporting the 

risk of potential for harm 
2.4 2.5

3.1 3.2 
3.3

4.2 4.3
6.1 6.2 
6.3 6.4

S1.9
When incidents of unsafe practice occur, reports immediately to the RN and other persons in authority 

and, where appropriate, explores ways to prevent recurrence

S1.10
Liaises and negotiates with the RN and other appropriate personnel to ensure that needs and rights of 

people in receipt of care are addressed and upheld

1.1 1.2 
1.3

2.2 2.4 3.1 4.2 4.3
5.2
5.3

6.1 6.2 
6.3

Standard 2: Practises nursing in a way that ensures the rights, confidentiality, dignity and respect of people are 

upheld. T1 T2 T3 T4 T5 T6

Indicators:

S2.1 Places the people receiving care at the centre of care and supports them to make informed choices
1.1 1.2 
1.3 1.4

2.1 2.2 
2.3 2.4

3.1 3.2 
3.3

4.1 4.2 
4.3

5.1 5.2 
5.3

6.1 6.2 
6.3 6.4

S2.2 Practises in accordance with the NMBA standards codes and guidelines
1.1 1.2 

1.4
2.2 2.3 
2.4 2.5

3.1 3.2 
3.3

4.1 4.2 5.2 5.3
6.1 6.2 

6.3

S2.3
Demonstrates respect for others to whom care is provided regardless of ethnicity, culture, religion, age, 

gender, sexual preference, physical or mental state, differing values and beliefs

1.1 1.2 
1.3

2.1 2.2 
2.3 2.4

3.1 3.2 
3.3

4.1 4.2
5.1 5.2 

5.3
6.1 6.2 

6.3

S2.4
Practises culturally safe care for (i) Aboriginal and Torres Strait Islander peoples; and (ii) people from all 

other cultures

1.1 1.2 
1.3

2.1 2.2 
2.4

3.1 3.2 
3.3

4.1 4.2 6.1 6.3

S2.5
Forms therapeutic relationships with people receiving care and others recognising professional 

boundaries

1.1 1.2 
1.4

2.1 2.2 
2.3 2.4 

2.5

3.1 3.2 
3.3

4.1 4.2 
4.3

5.1 5.2 
5.3

6.1 6.2 
6.3 6.4

S2.6 Maintains equitable care when addressing people’s differing values and beliefs
1.1 

1.2 1.3
2.1 2.2 
2.3 2.4

3.2 3.3
4.1 
4.2

5.2 5.3 6.1 6.3

S2.7 Ensures privacy, dignity and confidentiality when providing care 1.2
2.1 
2.2, 

2.3 2.4
3.2 3.3 4.2 4.3 5.2

6.1 6.3 
6.4

S2.8
Clarifies with the RN and relevant members of the multi-disciplinary healthcare team when 

interventions or treatments appear unclear or inappropriate 
2.2

3.1 3.2 
3.3

5.2 6.3

S2.9
Reports incidents of unethical behaviour immediately to the person in authority and, where 

appropriate, explores ways to prevent recurrence
6.2

S2.10 Acknowledges and accommodates, wherever possible, preferences of people receiving nursing care
1.1 

1.2 1.3
2.1 2.3 

2.4
3.2
3.3

4.1 
4.2

5.2 6.1 6.4
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Standard 3: Accepts accountability and responsibility for own actions
T1 T2 T3 T4 T5 T6

Indicators:

S3.1
Practises within the EN scope of practice relevant to the context of practice, legislation, own 

educational preparation and experience
2.2

3.1 3.2 
3.3

4.2 4.3 5.2 5.3
6.1 6.3 

6.4

S3.2 Demonstrates responsibility and accountability for nursing care provided
1.1 
1.2

2.1 2.2 
2.3 2.4 

2.5

3.1 3.2 
3.3

4.1 
4.2 4.3

5.2 5.3
6.1 6.2 
6.3 6.4

S3.3 Recognises the RN as the person responsible to assist EN decision-making and provision of nursing care 2.2
3.1 3.2 

3.3
4.1 4.2

5.2
5.3

S3.4
Collaborates with the RN to ensure delegated responsibilities are commensurate with own scope of 

practice

3.1 3.2 
3.3

4.2
4.3

5.2

S3.5
Clarifies own role and responsibilities with supervising RN in the context of the healthcare setting 

within which they practice

3.1 3.2 
3.3

4.2
4.3

5.2 6.3

S3.6
Consults with the RN and other members of the multidisciplinary healthcare team to facilitate the 

provision of accurate information, and enable informed decisions by others
1.2 2.2

3.1 3.2 
3.3

4.3 5.3 6.1 6.3

S3.7
Provides care within scope of practice as part of multidisciplinary healthcare team, and with 

supervision of a RN
1.2 1.4 2.2

3.1 3.2 
3.3

4.3 5.3 6.1 6.3

S3.8

Provides support and supervision to assistants in nursing (however titled) and to others providing care, 

such as EN students, to ensure care is provided as outlined within the plan of care and according to 

institutional policies, protocols and guidelines

S3.9 Promotes the safety of self and others in all aspects of nursing practice 1.2 2.4 2.5 3.2 3.3 5.3 6.1 6.2

Domain: Provision of care       

Standard 4: Interprets information from a range of sources in order to contribute to planning appropriate care 
T1 T2 T3 T4 T5 T6

Indicators:

S4.1
Uses a range of skills and data gathering techniques including observation, interview, physical 

examination and measurement
2.2 2.4

3.1 3.2 
3.3

4.2 5.2 5.3
6.1
6.3

S4.2
Accurately collects, interprets, utilises, monitors and reports information regarding the health and 

functional status of people receiving care to achieve identified health and care outcomes 

2.1 2.2 
2.4

3.1 3.2 
3.3

4.1 
4.2 4.3

5.2 5.3 6.1 6.3

S4.3
Develops, monitors and maintains a plan of care in collaboration with the RN, multidisciplinary team 

and others
3.3 4.3 6.1 6.3

S4.4 Uses healthcare technology appropriately according to workplace guidelines
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Standard 5: Collaborates with the RN, the person receiving care and the healthcare team when developing 

plans of care T1 T2 T3 T4 T5 T6

Indicators:

S5.1
Develops and promotes positive professional working relationships with members of the multi-

disciplinary team

1.2 
1.4

2.2 2.3 
2.4 2.5

3.2 3.3 5.2 6.1 6.3

S5.2 Collaborates with members of the multi-disciplinary healthcare team in the provision of nursing care
1.2 
1.4

2.2 2.4 
2.5

3.1 3.2 
3.3

4.1 4.3 5.2 5.3
6.1
6.3

S5.3
Contributes to the development of care plans in conjunction with the multidisciplinary healthcare team, 

the person receiving care and appropriate others

1.1 
1.2 
1.4

5.3

S5.4 Manages and prioritises workload in accordance with people’s care plans 1.4

S5.5 Clarifies orders for nursing care with the RN when unclear 1.4 3.1 4.2 4.3

S5.6
Contributes to and collaborates in decision-making through participation in multidisciplinary 

healthcare team meetings and case conferences
1.4 5.2 6.3

Standard 6: Provides skilled and timely care to people whilst promoting their independence and involvement 

in care decision–making T1 T2 T3 T4 T5 T6

Indicators:

S6.1 Provides care to people who are unable to meet their own physical and/or mental health needs 4.2 4.3 5.2 5.3
6.1 6.3 

6.4

S6.2
Participates with the RN in evaluation of the person’s progress toward expected outcomes and the 

reformulation of plans of care
3.2 3.3 4.2 4.3 5.2 5.3 6.1 6.3

S6.3
Promotes active engagement and the independence of people receiving care within the healthcare 

setting by involving them as active participants in care, where appropriate

1.1 
1.2

2.1 2.2 
2.3

3.1 3.2 
3.3

4.1 
4.2

5.2 5.3
6.3
6.4

S6.4 Demonstrates currency and competency in the safe use of healthcare technology

S6.5 Exercises time management and workload prioritisation

S6.6
Recognises when the physical or mental health of a person receiving care is deteriorating, reports, 

documents and seeks appropriate assistance
3.2 3.3 5.2 6.1

Standard 7: Communicates and uses documentation to inform and report care 
T1 T2 T3 T4 T5 T6

Indicators:

S7.1
Collects data, reviews and documents the health and functional status of the person receiving care 

accurately and clearly
3.1

4.1 
4.2

5.2 5.3 6.1

S7.2
Interprets and reports the health and functional status of people receiving care to the RN and 

appropriate members of the multidisciplinary healthcare team as soon as practicable

1.1 
1.2

2.2
3.1 3.2 

3.3
4.1 

4.2 4.3
6.1 6.3

S7.3
Uses a variety of communication methods to engage appropriately with others and documents 

accordingly
2.2 2.4

3.1 3.2 
3.3

4.2 4.3

S7.4
Prepares and delivers written and verbal care reports such as clinical handover, as a part of the 

multidisciplinary healthcare team

1.1 
1.2

S7.5 Provides accurate and appropriate information to enable informed decision making by others
1.1 
1.2

2.1 2.2 
2.3

3.2 3.3 4.1 4.3 5.2 5.3 6.1 6.2
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Domain: Reflective and analytical practice

Standard 8: Provides nursing care that is informed by research evidence 
T1 T2 T3 T4 T5 T6

Indicators:

S8.1 Refers to the RN to guide decision-making 1.2 2.4
3.1 3.2 

3.3
4.2 4.3 5.3 6.1 6.3

S8.2 Seeks additional knowledge/information when presented with unfamiliar situations 1.2 2.4
3.1 3.2 

3.3 
4.2 5.3 6.1 6.3

S8.3 Incorporates evidence for best practice as guided by the RN or other appropriate health professionals 1.2 2.4
3.1 3.2 

3.3 
4.2 4.3 5.3 6.1 6.3

S8.4
Uses problem-solving incorporating logic, analysis and a sound argument when planning and providing 

care
1.2 2.3 2.4

3.1 3.2 
3.3

4.2 4.3
5.1 5.2 

5.3
6.1 6.2

S8.5
Demonstrates analytical skills through accessing and evaluating healthcare information and quality 

improvement activities
3.3

S8.6
Consults with the RN and other relevant health professionals and resources to improve current 

practice
1.2 2.4 2.5

3.1 3.2 
3.3

4.2 4.3 5.3 6.1

Standard 9: Practises within safety and quality improvement guidelines and standards 
T1 T2 T3 T4 T5 T6

Indicators:

S9.1
Participates in quality improvement programs and accreditation standards activities as relevant to the 

context of practice

S9.2
Within the multi-disciplinary team, contributes and consults in analysing risk and implementing 

strategies to minimise risk
1.2 2.5

3.1 3.2 
3.3

4.3 5.3 6.1 6.3

S9.3
Reports and documents safety breaches and hazards according to legislative requirements and 

institutional policies and procedures

S9.4 Practises safely within legislative requirements, safety policies, protocols and guidelines 2.4 6.3

Standard 10: Engages in ongoing development of self as a professional 
T1 T2 T3 T4 T5 T6

Indicators:

S10.1 Uses EN standards for practice to assess own performance
3.1 3.2 

3.3

S10.2
Recognises the need for, and participates in, continuing professional and skills development in 

accordance with the NMBA’s continuing professional development registration standard
2.4 2.5

S10.3
Identifies learning needs through critical reflection and consideration of evidence-based practice in 

consultation with the RNs and the multidisciplinary healthcare team
5.2

S10.4 Contributes to and supports the professional development of others

S10.5
Uses professional supports and resources such as clinical supervision that facilitate professional 

development and personal wellbeing
2.5

S10.6 Promotes a positive professional image.
1.1 
1.2

2.1 2.2 
2.3 2.4

6.1 6.2 
6.3
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To provide healthcare that’s relevant to community needs, you need 

to understand the experiences, preferences and care requirements 

for people with life-limiting illnesses. 

Overview

Topic 1: Principles of palliative care aims to develop the knowledge and 

skills needed to provide quality care, across various healthcare settings, 

to people with life-limiting illness and their families. 

Aims

After completing this topic, you will be able to:

• Describe the core principles of a palliative approach to care

• Develop an understanding of the experiences, preferences and 
care requirements for people with life-limiting illness.

TOPIC 1
Principles of palliative care



TOPIC 1
Session overview

1.1 
What is 
palliative 
care?

• Consider how your own values and beliefs 
influence your interactions with a person 
with a life-limiting illness

• Develop an understanding of the 
underpinning principles and core values of 
palliative care.

What is palliative care?

Understanding quality of life

1.2 
Diversity and 
culture

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

• Examine the diversity of Australian 
populations requiring palliative care

• Describe key concepts associated with 
cultural competence and cultural safety.

Factors influencing dying and death

Individual factors influencing dying and 
death

Case Study: Williams’s story 

Diverse experiences of dying and death

Multicultural Australia 
- Cultural safety 
- Cultural competence

1.3 
A palliative 
approach  
to care

• Understand the importance of an 
individualised approach to caring for people 
with life-limiting illnesses

• Identify groups and individuals who may 
benefit from palliative care.

Understanding people’s needs

Who is palliative care for?

Patterns of change

1.4 
Palliative care 
- everybody’s 
business

• Describe the palliative care workforce

• Identify the rationale for a multidisciplinary 
approach in providing care for people with 
life-limiting illnesses

• Outline how to include the principles and 
core values of palliative care in enrolled 
nurse practice.

The palliative care workforce

What is a multidisciplinary approach to 
care?

Case Study: William: One year later 

SESSIONS - OBJECTIVES - OVERVIEW



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: 

T1

KE1 Knowledge of how to identify needs of the person, family or carers during the palliative approach to healthcare
1.1 

1.2 

1.3

KE3 Knowledge of diverse cultural, religious and spiritual factors underpinning the person’s choices at the end-of-life
1.1 

1.2 

1.3

KE9 Knowledge of impact of loss and grief on person, family or carers and staff members
1.3 

1.4

KE10 Knowledge of own role and responsibilities, and those of other team members involved in palliative care 1.4

Element 1: Recognise the special needs of a person requiring a palliative approach to care T1

PC1.1 Apply principles of palliative care and the palliative approach in undertaking holistic assessment of the person

1.1 
1.2 
1.3
1.4

PC1.2 Apply knowledge of pathophysiological changes associated with a life-limiting illness and the needs of the person
1.2 
1.3

PC1.4
Identify and respect the person’s needs in relation to their lifestyle, social context and emotional and spiritual 

choices, and document these in accordance with the care plan

1.1 
1.2 
1.3

PC1.5
Identify and work within roles and responsibilities of the inter-disciplinary team when planning palliative care for 

the person
1.2 
1.4

PC1.6 Apply in own practice an awareness of the psychosocial impact of palliative care on the person’s family or carer
1.1 
1.2 
1.3

Element 2: Support person, family or carers using the palliative approach. T1

PC2.1
Provide the person, family or carer with opportunities to discuss spiritual and cultural issues in an open and non-

judgmental manner
1.2 
1.3

PC2.2
Use effective communication techniques and access relevant support services to provide a supportive 

environment for the person, family or carer

1.2 
1.3 
1.4

PC2.3
Monitor the person’s condition and provide accurate and timely information on stages of dying to the person, 

family or carer, ensuring that information-provision respects their wishes.
1.3 
1.4

 
HLTENN010 mapping

 
Elements and Performance Criteria addressed in Topic 1:

 
Knowledge Evidence addressed in Topic 1:
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Palliative care is a specialised area of healthcare 

that has been developed to respond to the 

experiences, preferences and care requirements 

for people with life-limiting illnesses. Palliative 

care was developed in the 1960s after it was 

recognised that the care provided to people with 

life-limiting illnesses in institutions (eg, hospitals) 

needed to be improved. There are a number of 

palliative care definitions. The World Health 

Organization (WHO) has the most well known 

definition. It describes palliative care as:

‘... an approach that improves quality of life of 

patients (adults and children) and their families 

who are facing problems associated with life-

threatening illness.  It prevents and relieves 

suffering through the early identification, correct 

assessment and treatment of pain and other 

problems, whether physical, psychosocial or 

spiritual’ 

(World Health Organization, 2021) 

The World Health Organization’s (WHO) 

definition of palliative care states that 

palliative care ‘is applicable early in the course 

of illness, in conjunction with other therapies 

that are intended to prolong life, such as 

chemotherapy or radiation therapy, and 

includes those investigations needed to better 

understand and manage distressing clinical 

complications’. (World Health Organization, 

2016)

The WHO definition emphasises the many 

individual factors accompanying a palliative 

approach to care. Reflection on your 

own feelings and beliefs associated with 

palliative care helps to develop awareness 

of how these beliefs may influence the care 

provided. Reflection is also an important tool 

to aid self-care and prevent burn-out and 

compassion fatigue in palliative care healthcare 

professionals (Keidel, 2002).

At the completion of this session, you will be able to:

• Consider how your own values and beliefs influence your interactions with a 
person with a life-limiting illness

• Develop an understanding of the underpinning principles and core values of 
palliative care.

TOPIC 1 SESSION 1  
1.1 What is palliative care?

 Thinking point
What do you think of when you hear the 

term ‘palliative care?’

17 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)



The World Health Organization (WHO) key points in 
the palliative approach to care include:

 Thinking point

Reflecting on the WHO definition of 

palliative care:

• Who is involved?  

The whole team

• Where does it happen?  

Any setting – home, hospitals, community, 

aged care

• When does it happen?  

Early on in the course of a life-limiting 
illness.

• EARLY ON - the palliative approach comes 
early in the course of an illness,  
not just as end-of-life care

• HOLISTIC CARE - there is an emphasis on 
promoting holistic care to ensure physical, 
psychological, social and spiritual well-being

• FAMILY INCLUSIVE - the family and 
significant others are included in the care 
process

• IMPECCABLE ASSESSMENT - there is 
an emphasis on impeccable assessment, 
early identification of problems and 
implementation of appropriate treatments

• TREATMENTS - disease modifying 
treatments, such as chemotherapy and 
radiotherapy, may have a role

• ANY SETTING - palliative care can be 
provided in any setting

• TEAM APPROACH - there is an emphasis 
on a team approach to care.

World Health Organization (2016)
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Adapted from ‘What Aspects of Quality of Life Are Important From Palliative Care Patients' Perspectives? A 

Systematic Review of Qualitative Research,’ by McCaffrey, N., Bradley, S., Ratcliffe, J., & Currow, D. C. (2016). Journal 

of Pain and Symptom Management, 52(2), 318-328.e315.

Understanding quality of life What quality of life means

Improving the quality of life of people and 

their families is a central goal of palliative care. 

Defining what quality of life means for each 

person is not a straightforward process. 

This is because quality of life is:

• MULTIDIMENSIONAL - many different 

aspects of a person’s life (physical, 

emotional, social, and spiritual) can be 

important to his or her quality of life

• SUBJECTIVE - defined and experienced by 

each person in unique ways

• DYNAMIC - quality of life can change  

over time.

Understanding what quality of life means for the 

person with a life-limiting illness can be complex. 

As a healthcare professional, you may think that 

their quality of life is low, however you may not 

understand the many small pleasures that they 

experience.

A simple approach may be to ask yourself the 

following questions about the person with a life-

limiting illness you are caring for: 

• Are they comfortable and pain free?

• Are they able to socialize or spend time with 
loved ones?

• Are they having as much independence as 
possible?

• Are they not feeling they are a burden?

• Are they feeling emotionally well?

Family and carers

It is also important to include the family and 

carers in any assessment and discussion of 

quality of life. They will understand the small 

joys that may bring quality to the lives of the 

person including:

• Comfortable positioning of the person

• Complementary therapies that assist in 
symptom management

• Favourite television programs/podcast/
topics of conversation as distraction therapy

• Who are the important people in the 
person’s life?

• Who may they want (or not want) present 
at the end of life (if the person is not able to 
answer themselves)?
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Summary

In this session, you were encouraged to reflect 

on your own values and beliefs that may 

influence how someone interacts with a person 

with a life-limiting illness.

Knowledge evidence activities introduced 

physical, social, emotional and spiritual needs 

of the person, family and carers during the 

palliative approach to healthcare.

 Thinking point

Perspectives on quality of life

• How do you define quality of life?

In 2016, a group of researchers posed 

the question: How do we determine what 

aspects of life are of particular importance 

to a person with a life-limiting illness? They 

identified eight aspects that describe the 

different perspectives of a person achieving 

optimal quality of life (McCaffrey, Bradley, 

Ratcliffe, & Currow, 2016).

Aspects of Quality of Life:

Cognitive 
aspects

Being mentally alert

Emotional 
aspects

Staying positive

Aspects of 
healthcare

Have good access, 

coordination, continuity 

and quality of care in 

healthcare environments

Aspects of 
personal 
autonomy

Having personal choice, 

control and retaining 

independence

Physical 
aspects 

Ability to get around and 

adequate symptom control

Preparatory 
aspects

Handing tasks over to 

other family members, 

organizing funeral 

arrangements, saying 

goodbye to loved ones 

and resolving outstanding 

personal issues

Social 
aspects

Maintaining social 

relationships and 

networks, including 

intimacy. Not being a 

burden to others

Spiritual 
aspects

Maintain hope, comfort, 

meaning and purpose
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Resources

View the Palliative Care Australia website to learn more about 
what palliative care is and identify who the peak bodies of 
palliative care are in your state/territory

Palliative Care Australia:

Review the website to understand what palliative care is, and 
identify who the peak bodies in palliative care are for your state/
territory.

https://palliativecare.org.au/what-is-palliative-care

View the National Palliative Care Standards from Palliative Care 
Australia:

View the National Standards for Palliative Care from Palliative 
Care Australia to understand the vision for compassionate and 
appropriate specialist palliative care in Australia.

https://palliativecare.org.au/standards
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In the 20th century Australia, like many western 

nations, witnessed dramatic changes in terms of:

• How people were cared for when dying

• What they died from

• Where they died.

Factors influencing dying and death in Australia 

today include:

• Improved sanitation and hygiene

• Ageing population

• Scientific advances in the diagnosis and 
treatment of disease

• Immunisation programs.

At the completion of this session, you will be able to:

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

• Examine the diversity of Australian populations requiring palliative care

• Describe key concepts associated with cultural competence and cultural safety.

TOPIC 1 SESSION 2  
1.2 Diversity and culture

1998 2002 2014 2019

Cause of Death Number Rank Number Rank Number Rank Number Rank

Ischemic Heart 
Diseases

28,299 1 26,063 1 19,777 1 18,244 1

Cerebrovascular 
Disease

12,271 2 12,533 2 10,869 3 9,891 3

Trachea and  
Lung Cancer

6,742 3 7,303 3 8,466 4 8.8821 4

Dementia & 
Alzheimer’s 
Disease

3,244 7 4,364 6 12,625 2 15,016 2

Chronic Lower  
Resp. Diseases

6,134 4 6,256 4 7,991 5 8,372 5

Factors that may influence dying and death

Table 2. Leading causes of death in Australia 1998- 2019

Adapted from ‘Australia’s Leading Causes of Death, 2015’, Australian Bureau of Statistics, 2016., 

Paliment Australia, 2020)
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Today, people are living longer and are more 

likely to die from chronic illnesses. The profile of 

causes of death has also changed. Between 1998 

and 2015 dementia and Alzheimer’s disease 

increased from seventh leading cause of death 

to the second. This was predominantly due to 

increased recognition of the disease, rather 

than increased occurrence (Australian Bureau of 

Statistics, 2016).

 Teacher notes

Recent trends in our management of dying 

and death have emerged in the last two 

decades:

• International movement towards 
the creation of Compassionate 
Communities, which prioritises 
community engagement, development 
and partnerships in palliative care. 
This population health approach to 
palliative care promotes death literacy, 
early intervention and social reform as 
strategies to hand back ownership of 
dying to communities, with the support 
of healthcare professionals (Mills & Mills, 
2016; Rumbold, 2011).

• Increased involvement of advance care 
planning

• Improved individual choice related to 
place of death and care received

• Recognition of palliative care as a basic 
human right (Mitchell, 2011; Swerissen & 
Duckett, 2014)

In the 20th Century, key individuals who 

influenced societies understanding and 

approach to dying and death include:

• Dame Cicely Saunders (an English nurse, 
social worker, physician and writer) 
began the established hospice movement 
in the 1960’s– which were founded on 
the principles of combining teaching 
and clinical research, expert pain and 
symptom relief with holistic care to meet 
the physical, social, psychological and 
spiritual needs of its patients and their 
families and friends

• Elizabeth Kubler-Ross (a Swiss 
psychiatrist) proposed the now famous 
‘Five stages of grief’ as a pattern of 
adjustment in the late 1960’s. Although 
nowadays these stages of grief are not 
used as a lineal progression, they are 
still widely recognised as a common 
tool for discussing loss and grief.

 Thinking point

Perceptions of palliative care

• How have society’s perceptions of 
dying and death changed over time?

• What has influenced these changes? 
 
Consider: 
- scientific advances 
- information technology 
- social movements 
- healthcare developments/ health 
  reforms and policy 
- demographic changes 
- consumerism 
- celebrity or mass deaths.
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 Transcript  

William’s Story (1.32 mins)

I’ve always thought I had good genes; both me mum and dad 

lived until they were well in their nineties so I thought good 

outside chance I might live until a ripe old age too. That is until 

recently,

I discovered that when I went to the toilet there was blood on 

the paper and in the bowl, now he wants me to go and have 

a colonoscopy, he wants to look up inside the bowel. It’s a bit 

of a worry; you know you don’t even think about dying until 

somebody sends you off for a test like this one. Then you’re 

convinced you’re going to have cancer. You’re not going to be 

able to do all the things that you want to do with your life.
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 Video

Case Study: William‘s story 

https://www.youtube.com/watch?v=-

34uBVtsaB4&feature=emb_logo

In this session, understanding individual factors 

influencing dying and death, we get to know 

William, or Bill as he likes to be known. Bill 

lives with his wife Gladys, in a caravan park. 

We follow Bill’s story exploring aspects of care 

and linking William’s care to the principles of 

palliative care.

William is a 60-year-old man who grew up in 

a large family in a regional area of Australia. 

Over the years, like many of his generation, 

he has seen amazing improvements 

in the quality of healthcare and life 

expectancy. This is due to such things as the 

introduction of immunisation, antibiotics 

and new medical technology.

William has also seen how family structures 

have changed. He has seen the introduction 

of aged care facilities to care for frail older 

people who were previously cared for by 

their families at home.

William is faced with the possibility that he 

may be diagnosed with a life-limiting illness. 

William is concerned about a change in his 

normal bowel habits and has gone to his GP 

for advice.

Various social changes and medical advances 

have influenced the way dying and death is 

experienced by people in contemporary western 

societies.

Factors that influence how individuals 

experience dying include:

• Age - we tend to see death as something 
that happens in older age. This can make 
the death of younger people difficult to 
understand. It can also mean older people 
who are dying might receive less support 
because their death is ‘expected’

• Culture - the meaning given to illness, dying 
and death in different cultures can influence 
how a person deals with the experience. For 
example, culture may influence the family’s 
role at this time, communication patterns, or 
feelings of optimism or fatalism

• Spirituality - spiritual beliefs can influence 
death rituals and beliefs about the afterlife. 
For some it may provide a source of 
meaning, while for others it may create a 
sense of conflict or distress

• Previous experience with dying 
and death. Some people may have no 
experience with anyone they know dying, 
and may be uncertain and fearful of what 
may occur. Others may be anxious about 
dying because of the negative experiences of 
someone they have known or heard about.

Individual factors influencing dying and death

Acknowledging the possible impacts of 
a diagnosis of a life-limiting illness on a 
person’s physical, social, emotional and 
spiritual wellbeing demonstrates respect 
and consideration for a person’s needs in 
relation to all of these domains and enables 
holistic assessment and planning of care. 
(Clayton et al., 2007)

 Activity 

William’s perspective

Watch the video William’s story and 
consider:

How might the changes in healthcare 
over William’s lifetime influence how he 
responds to a diagnosis of a potential life-
limiting illness?

What might William’s main concerns be at 
this time?
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 Additional resources 

Groups with Specific Needs CareSearch, 

palliative care knowledge network (1:50)

https://youtu.be/LhJ7lFCoK3Q

 Additional resources 

Search for: 

Centre for Cultural Diversity in Ageing 

https://www.caresearch.com.au/

tabid/6249/Default.aspx

Diversity is what makes a person or group 

unique and is not just associated with one’s 

ethnic background. Diversity can be reflected in 

a number of ways including:

• Ethnicity and race

• Language

• Gender

• Sexual orientation

• Age and generation

• Socioeconomic status

• Religion, faith and other beliefs.

(Dreachslin et al, 2012).

Diverse experiences of dying and death

This diversity means that healthcare 

professionals need an understanding of how 

social and cultural background can influence 

health beliefs and practices, including beliefs 

about dying, death and bereavement. Think 

about someone you have cared for from one of 

the groups listed. What cultural considerations 

were associated with caring for them?

• Multicultural groups

• Aboriginal peoples

• Torres Strait Islander peoples

• Refugees and asylum seekers

• Lesbian, gay, bisexual, transgender, intersex  
(LGBTI)

• Older people

• Children and adolescents

• People who are deaf or hearing impaired

• People with dementia

• People with physical or intellectual 
disabilities

• People living in rural and remote areas

• People living alone

• Homeless people

• Prisoners

• Religious and faith groups and other belief.

(CareSearch, 2017; Queensland Health Multicultural 

Services, 2012).

It is important not to assume a person’s 

preferences on the basis of their cultural 

background. Individualised discussion needs to 

occur between healthcare professionals and a 

person about their end-of-life care (Halm, Evans, 

Wittenberg, & Wilgus, 2012). 

For example, culture may influence the following 

experiences:

• Language and communication styles

• Beliefs about 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

• Practices relating to complementary and 
alternative therapies. 

(Kemp, 2005; Wiener, McConnell, Latella, & Ludi, 2013)
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Culture is the ‘lens’ through which we view 

the world and interpret or make sense of the 

experiences of life including illness, dying and 

death (Blacker & Raines, 2004). Culture is a system 

of interrelated values active enough to influence 

patterns of thought, behaviours, communication 

styles and beliefs about life and death 

(Airhihenbuwa, 1995). Some important points to 

consider about culture include:

• Culture is dynamic and values or 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

• It is important not to stereotype a 
person based on their identified cultural 
background

Your personal attitudes and beliefs can block or 

distort how you perceive people from different 

cultures.

Multicultural Australia

 Thinking point

What do you think the term ‘cultural safety’ 

means?

Cultural safety is a framework developed by 

a Maori nurse, Irahapeti Ramsden in the late 

1980’s, extending cultural awareness and 

sensitivity and has at its core the experience of 

the person receiving care. 

Cultural safety creates a safe environment 

without risk of assault, challenge of who they 

are or what they need whilst promoting shared 

respect, shared meaning, knowledge and 

experience. Cultural safety looks at a person as 

an individual rather than the country or ethnic 

group they originate from. It is an approach 

to care that protects them from physical, 

psychological, social and environmental harm 
(Papps & Ramsden, 1996). 

 Activity

Cultural safety

Review all the items you think would create 

a culturally safe health service. Each of these 

options would contribute to a culturally safe 

health service. 

• Welcoming environment 

• Orientation to service and staff

• Honest open communication

• Culturally diverse staff

• Enabling interactions

• Access to language interpreters

• Staff training about cultures/diversity

• Encouragement of self-reflection

• Language specific signage

• Encouragement of self-reflection.

(Anderson, Scrimshaw, Fullilove, Fielding, & Normand, 

2003).

 Teacher notes

Australia is a rich multicultural society. 

Australians speak more than 400 languages 

(including indigenous languages) and 

identify with more than 270 ancestries.

• One in four Australians were born 
overseas

• Aboriginal and Torres Strait Islanders 

are 2.4% of Australia’s population.

 
(Australian Bureau of Statistics, 2010).

Cultural safety
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Cultural competence refers to behaviours, 

attitudes and policies that come together in 

a system or network that enables working 

effectively with people from diverse cultures. 

Cultural competence 

 Thinking point

Reflect on your own culture 

What are your cultural beliefs? 

• How do you think your culture, age 
and religion influence the way you will 
provide care?

• What can you do to avoid stereotypes 
while using the principles of cultural 
safety?

Students should be encouraged to reflect 

on their own cultural beliefs and consider 

how these beliefs may influence a person’s 

cultural safety. Ask the students to think 

about their experiences or observations of 

practices associated with dying and death 

which have been influenced by culture, age 

of the person, or religion. 

Consider differences within the same 

cultural groups.

 Activity

Research Aboriginal culture, identify aspects 

which may influence the care of the dying 

person. 

The following links shown as click and reveal 

boxes

Sad news, sorry business 

https://www.health.qld.gov.au/__data/

assets/pdf_file/0023/151736/sorry_

business.pdf

Palliative Care Australia. Position Statement.  

https://palliativecare.org.au/wp-content/

uploads/2015/08/PCA-Palliative-care-and-

Indigenous-Australians-position-statement-

updated-16-8-11.pdf

CareSearch, palliative care knowledge 

network. Aboriginal and Torres Strait 

Islander Care Hub 

https://www.caresearch.com.au/tabid/6823/

Default.aspx?return=https://www.

caresearch.com.au/tabid/6249/Default.aspx

 Question

YES or NO

Based on your research, do you believe that 

these cultural beliefs would apply to every 

person of Aboriginal descent?

Answer is NO.

Each person regardless of their cultural 

descent, are likely to have their own set of 

cultural beliefs. They are likely to have a mix 

of traditional and non-traditional beliefs. 

Each person is an individual, regardless 

of their culture and it is best to ask them 

directly what they believe in.

 Teacher notes

Healthcare professionals risk stereotyping 
a person by trying to care for them based 
on the culture and the beliefs about that 
culture. A person’s own life experiences 
and beliefs need to be considered. A 
person from a particular ethnic cultural 
group may identify a little or a lot with that 
culture depending on level of acculturation. 
Acculturation explains cultural changes that 
occur when members of cultural groups 
adopt beliefs and behaviours of another 
cultural group.

(Waxler-Morrison, Anderson, Richardson, & 

Chambers, 2005).
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Summary

The important concepts of cultural safety and cultural competence underpin 

Enrolled Nurse clinical practice. Cultural competence emphasises that healthcare 

professionals risk stereotyping a person by developing care based on beliefs and 

values of a particular culture, rather than a person’s own life experience.

If uncertain about a person’s culture or belief, do not be afraid to ask questions in a 

respectful way, of the person, family or liaison staff member. 

For example;

‘Good Morning Mrs Bahram, I was wondering about a few things, could 
I ask you about them?’
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Resources

Accessing information from programs such as Partners in Culturally 
Appropriate Care (PICAC) can assist healthcare services and 
professionals with education and training in culturally appropriate care.

PICAC Link: 

https://www.health.gov.au/initiatives-and-programs/partners-in-
culturally-appropriate-care-picac

Multicultural Communities Council of Illawarra (MCCI) Link:

https://www.mcci.org.au/

Australian HealthInfoNet link:

https://healthinfonet.ecu.edu.au/about/our-work/mission/
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Understanding  people’s needs

To provide healthcare that is relevant 

to individual needs, it is important to 

understand the experiences, preferences 

and care requirements for people with life-

limiting illnesses.

People with advanced cancer and other life-

limiting illnesses may experience a variety 

of needs that can vary in complexity and 

severity during the illness trajectory.

Common needs and preferences may include:

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

• Management of psychological symptoms

• Need for social support

At the completion of this session, you will be able to:

• Understand the importance of an individualised approach to caring for people 
with life-limiting illnesses

• Identify groups and individuals who may benefit from palliative care.

TOPIC 1 SESSION 3  
1.3 A palliative approach to care 

• Culturally specific needs related to language 
problems and information disclosure 
preferences

• Need for information about treatment, 
diagnosis or prognosis

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

• Financial concerns such as loss of income 
and medical costs

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

(Waller, Girgis, Currow, & Lecathelinais, 2008).

The needs of people facing life-limiting illness 

will vary. 

Some factors to consider are:

• The nature and level of the person’s health 
and support needs. A holistic approach is 
recommended where all needs, not only 
physical needs, are addressed

• A person’s strengths and resources for 
example, social support and coping skills

• A person’s preferences and choices. 

(Palliative Care Australia, 2005)

 Question

YES or NO

Do you think the complexity and severity 

of the needs of people with life-limiting 

illnesses vary, based on the person?

Answer: Yes.

There are many factors to consider when 

identifying the individual needs of a person 

with a life-limiting illness. 
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Adapted from ‘Australia’s Health 2016’, by Australian Institute of Health and Welfare (2016). 

Table 3: Types of chronic illness trajectories
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Who is palliative care for?

Palliative care is provided to people, regardless 

of age, who have life-limiting illnesses. Care is 

provided based on needs of the person rather 

than a medical diagnosis. Life-limiting illnesses 

describes illnesses and chronic diseases 

where it is expected that death will be a direct 

consequence. 

It may be beneficial for people with health needs 

and problems, including:

• Cancer

• HIV/AIDS 

• Motor Neurone Disease

• Muscular Dystrophy

• Cystic Fibrosis

• Multiple Sclerosis

• End-stage dementia

• End-stage respiratory disease

• End-stage cardiac disease

• End-stage liver disease

• End stage renal failure

• Older people dying as a consequence of 
the ageing process

• Degenerative conditions or significant 
deterioration related to ageing. 

 
(Australian Government Department of Health and 

Ageing, 2010)

Patterns of change

While each person with a life-limiting illness 

experiences his or her illness differently, it's 

possible sometimes to identify patterns of 

change in the status of his or her health and care 

needs. Doing this helps you plan interventions 

and provide support and information 

appropriate to each person and his or her family. 

People diagnosed with life-limiting illnesses 

often have questions about what's likely to 

happen to them over the course of their illness. 

This kind of question needs a clear and honest 

response from you.

Table 3  shows three broad patterns which may 

be experienced by people with progressive 

chronic illness: cancer, organ failure, and the frail 

elderly or dementia trajectory (Australian Institute 

of Health and Welfare, 2016).
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 Activity

Case studies

Students will read the small case scenario’s and match up each scenario to the correct trajectory.

The following case studies are typical examples of patterns of the illness trajectories.

Case A   An 85-year-old man with Chronic 

Obstructive Pulmonary Disease (COPD), 

osteoarthritis, and early stage dementia. 

He is living alone, but his family is becoming 

increasingly concerned for his safety. He is 

very forgetful and his mobility is poor. He is a 

high falls risk and his decline is likely to be slow, 

making it difficult to predict the dying phase.

Case B   A 45-year-old woman with breast 

cancer. Initial diagnosis was 10 years ago. 

Diagnosed with secondary breast cancer four 

years ago and continued to receive a range of 

anti-cancer treatments. Recently diagnosed 

with new metastases to the bone and liver. She 

is experiencing weight loss, loss of appetite 

and pain. She is increasingly weak and tired. 

Her condition has been stable for some time, 

but could deteriorate rapidly as the disease 

progresses.

TYPES OF CHRONIC DISEASE TRAJECTORIES

Short period of 
evident decline
 (e.g. Cancer).

Body function declines 
rapidly and shows no 

sign of recovery.
Functional 
capacity

Time 
period

Pattern
 of illness 
leading to 

death

Relatively short time period 
between onset of functional 

decline and death.

Longer time period 
between onset of

 condition and death.
Longest time period of 
all chronic conditions.

Body function low with 
further decline progressing 

slowly over time.

Body function slowly declines 
with intermittent sudden 

decline but some recovery 
after each episode.

Long-term limitations with 
intermittent serious episodes 
(e.g. heart and lung failure).

Prolonged decline
 (e.g. frailty and dementia).

High

Low Time

Fu
nc

tio
n

Death

High

Low Time

Fu
nc

tio
n

Death
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Low Time
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tio
n

Death
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Pattern
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Longer time period 
between onset of

 condition and death.
Longest time period of 
all chronic conditions.

Body function low with 
further decline progressing 

slowly over time.

Body function slowly declines 
with intermittent sudden 

decline but some recovery 
after each episode.

Long-term limitations with 
intermittent serious episodes 
(e.g. heart and lung failure).

Prolonged decline
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High

Low Time
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n

Death
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Low Time
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n

Death
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Low Time
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n
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Case C   A 69-year old man with end-stage 
heart failure who is experiencing fatigue and 
increasing shortness of breath on exertion. He 
has had 3 emergency hospital admissions in the 
past 12 months. He is concerned about what 
quality of life his future holds and when he will 
die.

TYPES OF CHRONIC DISEASE TRAJECTORIES

Short period of 
evident decline
 (e.g. Cancer).

Body function declines 
rapidly and shows no 

sign of recovery.
Functional 
capacity

Time 
period

Pattern
 of illness 
leading to 

death

Relatively short time period 
between onset of functional 

decline and death.

Longer time period 
between onset of

 condition and death.
Longest time period of 
all chronic conditions.

Body function low with 
further decline progressing 

slowly over time.

Body function slowly declines 
with intermittent sudden 

decline but some recovery 
after each episode.

Long-term limitations with 
intermittent serious episodes 
(e.g. heart and lung failure).

Prolonged decline
 (e.g. frailty and dementia).

High

Low Time

Fu
nc

tio
n

Death

High

Low Time

Fu
nc

tio
n

Death

High

Low Time

Fu
nc

tio
n

Death
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 Thinking point

Considering trajectories 

Consider the chronic illnesses listed below, 

reflect on and write down or discuss the 

challenges of placing each illness into a 

trajectory:

• Cancer

• HIV/AIDS 

• Motor Neurone Disease

• Muscular Dystrophy

• Cystic Fibrosis

• Multiple Sclerosis

• End-stage dementia

• End-stage cardiac disease

• End-stage liver disease

• End stage renal failure

• Degenerative conditions.

Different life-limiting illnesses are 

associated with different patterns of illness.

The course of each person’s illness and 

the nature of his or her experience can be 

influenced by a range of factors. This makes 

prediction and prognosis a complex process. 

This activity enables students to consider 

a person’s possible experiences based on 

patterns of disease trajectory.

 Activity

How to respond

Consider the 45-year-old woman with breast 

cancer in the case study. She asks you;

‘What does it mean that I have been referred to 

palliative care?’

Create a short script (or dot points) 

describing how you would respond. 

Option: Encourage students to role-play 

the question and respond in pairs.

Responses should reflect the World Health 

Organization definition: 

‘... an approach that improves quality of life of 

patients (adults and children) and their families 

who are facing problems associated with life-

threatening illness. It prevents and relieves 

suffering through the early identification, 

correct assessment and treatment of pain and 

other problems, whether physical, psychosocial 

or spiritual.’

(World Health Organization, 2021).

Student hints: Responses and the care 

provided should be guided by the person’s 

own personal beliefs. Avoid medical jargon, 

encourage discussion, and refer to the RN 

for responses that are outside your scope 

of practice.

Example responses: ‘Your treating team 

will work with the specialist palliative care 

team to support your needs. The palliative 

care team are experts in managing the 

symptoms you are now experiencing. You 

will get to talk to the palliative care team 

who listen to understand what is really 

important to you at this time and will help 

you achieve your goals of care.’

Summary

In this session, we looked at the main 

principles of palliative care. We learned to 

identify the various needs and patterns 

of change associated with various types 

of life-limiting illnesses, and explored 

various options of how to best understand 

and respond to the care needs of these 

individuals.
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Resources

Still confused about illness trajectories?

This video explains why understanding where a person is on the 
illness trajectory is so important for their care planning and care 
delivery.

The European Association for Palliative Care (2020)

Palliative care and multimorbidity
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The diverse range of needs experienced by 

people with a life-limiting illness means that 

healthcare providers working in a range of 

settings, from various disciplinary backgrounds, 

will have a role in their care.(Australian Commission 

on Safety and Quality in Healthcare, 2015).  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 or acute 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 neonatal, 

paediatric and geriatric units (Australian Institute of 

Health and Welfare, 2016; Forero et al., 2012; Rosenwax 

et al., 2011). 

At the completion of this session, you will be able to:

• Describe the palliative care workforce 

• Identify the rationale for a multidisciplinary approach in providing care for 
people with life-limiting illnesses

• Outline how to include the principles and core values of palliative care in 
enrolled nurse practice.

TOPIC 1 SESSION 4  
1.4 Palliative care: everybody’s business 

The palliative care workforce

 Additional resources 

CareSearch, palliative care knowledge 

network. Search for Whole of Workforce 

Framework 

https://www.caresearch.com.au/

tabid/6283/Default.aspx

Whilst not exhaustive, the workforce 

includes healthcare providers such as:

• Aboriginal and Torres Strait Islander 
health workers and practitioners

• Medical practitioners

• Nurses

• Allied health professionals

• Aged care workers

• Community care workers 

• Personal care workers.
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Dignity - The dignity of the individual

Dignity is the state of feeling worthy, 

honoured, and valued. 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.

Accountability - Accountability to 

patients, caregivers, families and the 

community

Accountability in healthcare ensures as an 

Enrolled Nurse, that you are responsible for 

your actions (under the supervision of the 

Registered Nurse). Accountability can be 

shown by remaining up to date with evidence-

based practice and communicating effectively 

with members of the team to understand 

the plan for care delivery and exceptional 

communication with the person, family and 

caregivers regarding their care.

Empowerment - Empowerment of the 

individual, their caregivers and family

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.

Palliative care core values and principles

Compassion - Compassion towards the 

individual, their caregivers and family

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.

Advocacy - Advocacy on behalf of the 

expressed wishes of the individual, 

families and communities

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.

Equity - Equity in access to palliative 

care services and allocation of 

resources.

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 life-limiting illness. 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.

Palliative Care Australia has developed National Palliative Care Standards which inform the delivery 

of palliative care. These standards are  based on the core values and principles of:
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Respect - Respect for the individual, their 

caregivers and family.

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.

Excellence - Excellence in the provision of 

care and support.

Enrolled Nurses 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.

All healthcare professionals, including enrolled 

nurses, should reflect on the core values 

underpinning palliative care by displaying 

attributes and practices including:

• A person-centred, holistic approach to care

• Respect for the diversity of individual 
responses and 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

• An interdisciplinary approach to care

• Ethical behaviour and integrity

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

Reflecting on the core 
values
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 Activity

Applying core values

Select each of the following responses that best reflect the core values of palliative care. 

Correct responses in italics.

I show empathy and compassion by:

a) Drawing the curtain/closing a door to allow privacy when the person is upset

b) Avoiding talking about emotional issues

c) Talking in a way that expresses sensitivity and kindness

I respect each individuals personal and social circumstances, preferences and choices by: 

a) Listening to their story

b) Not passing judgment 

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

I optimise a person’s sense of control and personal resources by:

a) Asking them what they need to feel on top of things

b) Leaving them alone in difficult situations

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

I provide holistic, person-centred care by:

a) Acknowledging that the persons illness may be affecting their family life

b) Providing a range of pain management strategies, which may include medication, relaxation, hot 

packs, massage

c) Offering medication as the only method of pain relief.
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Individuals with life-limiting illness often 

have complex and multifaceted needs that 

require care planning from a number of 

healthcare professionals to be effective. 

This multidisciplinary style of care enables a 

collaborative and person-centred approach 

and leads to the achievement of care goals 

that are unlikely to be achieved by healthcare 

professionals acting in isolation.

It is important to ensure that effective 

communication strategies are utilised to 

ensure the family remain involved in care, this 

can include family meetings and nominating a 

spokesperson for the family to remain updated 

with information from the multidisciplinary 

team.

Benefits to the person of multidisciplinary care 

include:

• Reassurance that care is being managed by 
a team

• Reassurance that the  care is in accordance 
with national standards and clinical practice 
guidelines

• Increased  satisfaction with care

• Increased access to information, 
psychosocial and practical support for 
person. 

(Kuziemsky et al., 2009; National Breast and Ovarian 

Cancer Centre, 2008)

What is a multidisciplinary approach to care?

 Activity

Multidisciplinary approach

I provide a multidisciplinary approach to 

meeting a person’s needs by:

• Knowing who else is in the team to 
support the person

• Documenting within progress notes to 
ensure continuity of care

• Working in a team

• Contributing to team meetings 

• Acting as an advocate by communicating 
the persons wishes to the appropriate 
team member.

Ideally, the multidisciplinary team 

communicates regularly (at least weekly, 

more often as required by the clinical 

situation) to review and evaluate then care 

plan. The team works both autonomously 

and together with individuals, families 

and caregivers to clarify goals of care and 

develop a single, coordinated, needs-based 

palliative care plan.
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 Transcript 

William one year later (2.49 mins)

Doctor: Bill you know from your visit to Dr. Maxwell that 

they’ve found the cancer has come back in your liver?

William: Yeah, yeah he said that.

Doctor: What did Dr. Maxwell tell you about what happens 

from here on in?

William: *Sigh* Well, he told me that the treatment hadn’t 

worked, um and the chemotherapy wouldn’t help me 

anyway. He just couldn’t tell me how long I had left. I asked 

him, he said, he said a few months.

Doctor: Yes

William: *Sigh* so what do I do now, do I just wait around 

for something to happen. I have so many questions; I mean 

‘How much pain will I be in? ‘Do I have to go into hospital?’ 

It’s too much to think about.

Doctor: Well Dr. Maxwell has sent me the report and I’ve 

had a look at the scans. It’s quite understandable that you 

have a lot of questions and a lot of concerns at this 

time. And It’s also important to know that even though 

the chemotherapy is not going to help you very much 

at this point, there are a lot of other things that can be 

done; and I’ll be working with a group of skilled health 

professionals to make sure that things are as good as 

possible for as long as possible. Would you like me to 

go through some of the options that are available to 

you at this time?

William’s wife: Yeah that’ll be good.

William: Yeah we’d appreciate that.
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 Activity

William one year later

https://www.youtube.com/

watch?v=8O9mzWcuVe0&feature=emb_logo

Think about the principles of palliative 

care and consider how they might apply to 

William’s situation.

• What do you think are William and 
Gladys’s main concerns at this time?

• What are the key messages the GP 
provides in relation to William’s future 
care? How did the GP communicate 
these messages?

• How can a specialist palliative care team 
be beneficial at this time to William and 
Gladys?

 Video

Case study: William one year later

It’s been one year since William’s was 

diagnosed with stage III colorectal cancer, 

indicating regional lymph node involvement. 

Over the past year he had a colon resection 

and six months of chemotherapy. He has 

been seeing his GP every two months 

and has been attending the outpatient 

colorectal clinic every six months for follow 

up.

On his 12-month follow up, liver metastases 

were found. His cancer is now considered 

stage IV colorectal cancer. Palliative 

chemotherapy is available in some 

situations to control such advanced disease. 

However, William has worsening liver 

function and is physically too unwell to 

tolerate chemotherapy.

The surgeon has indicated to William that 

his prognosis is poor. William and his wife 

Gladys are at the GP’s surgery to discuss 

what the oncologist from the colorectal 

clinic has recommended.

Summary

In this session, we looked at the palliative care workforce and who it consists of, as well as identifying 

the rationale for a multidisciplinary approach to providing care for people with life-limiting illness. We 

then applied the principles of palliative care using William’s case study.
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Resources

t
View the following webpages for more information:

National Consensus Statement: Essential Elements for safe and high-quality end-of-life care

https://www.safetyandquality.gov.au/sites/default/files/migrated/National-Consensus-
Statement-Essential-Elements-forsafe-high-quality-end-of-life-care.pdf

Palliative Care Australia: National Palliative Care Standards

https://palliativecare.org.au/wp-content/uploads/dlm_uploads/2018/11/PalliativeCare-
National-Standards-2018_Nov-web.pdf

Caresearch: Apply the Palliative Care Workforce Development Framework

https://www.caresearch.com.au/tabid/6283/Default.aspx

PCC4U: Principles for including palliative care in undergraduate curricula

https://pcc4u.org.au/wp-content/uploads/2019/08/Principles.pdf
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Providing support for people with life-limiting illnesses requires 
you to understand the meaning of the illness and its effects on 
people. It’s vital to identify and acknowledge a person’s concerns 
and sources of distress, and respond to these effectively. 

Overview

Topic 2: Communicating with people with life-limiting illnesses aims 
to develop your skills in communicating with people with life-limiting 
illnesses and their families. 

Aims

After completing this topic, you should be able to:

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

• Demonstrate the principles of effective communication when 
interacting with people with life-limiting illness and their 
families

• Identify sources of psychological, social and spiritual support 
for people with life-limiting illness and their families.

TOPIC 2
Communicating with people  
with life-limiting illnesses



TOPIC 2
Session overview

2.1 
The experience 
of being 
diagnosed with 
a life-limiting 
illness

• Describe common psychological and 
existential challenges faced by people with 
life-limiting illnesses

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

Challenges faced

Case Study: Michelle’s story 

Identifying sources of distress

Patient Dignity Inventory (PDI)

Distress Thermometer

2.2 
Supportive 
communication

• Discuss supportive communication 
strategies used to identify the concerns of 
people with life-limiting illness

• Identify evidence-based strategies to 
respond to tIe needs and concerns of people 
with life-limiting illness

• Demonstrate skills and knowledge by 
engaging in supportive communication 
roleplay.

Being present and listening

Expert opinion – difficult conversations

Communication principles

PREPARED model

Case Study - Michelle receives distressing 
news

Supporting the transition to palliative care

Case Study- Michelle’s illness progresses

Loss and grieving

Case Study- Michelle responding to losses

2.3 
The spiritual 
dimension of 
care

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

• Develop an awareness of communication 
stratgies that will  support the spiritual 
dimension of care for people with life-
limiting illness.

Understanding spiritual needs

Engaging in spiritual conversations

Case Study- Michelle discusses spirituality

2.4 
Communication 
principles for 
culture-centred 
care

• Describe principles for communicating 
with people with a life-limiting illness 
from a culturally and linguistically diverse 
background 

• Identify the role of professional interpreters 
in supporting effective communication in 
palliative care settings

• Identify resources to assist communication 
with a person from a culturally and 
linguistically diverse background.

Intercultural communication principles

Communicating with people where English 
is their second language

Working with interpreters

Case Study – Amy is admitted to an aged 
care facility

Respecting cultural diversity

Case Study – Amy’s cultural and person 
care needs

SESSIONS - OBJECTIVES - OVERVIEW

2.5 
Awareness of 
self-care

• Identify self-care strategies to manage 
the challenges that arise from interacting 
with people with life-limiting illness.

Understanding the importance of self-care

Expert opinion – Self-care 

Adopting self-care strategies

Reflective practice 

Expert opinion – Self-care strategy and 
reflective practice 



 
HLTENN010 mapping
 
Elements and Performance Criteria addressed in Topic 2:

 
Knowledge Evidence addressed in Topic 2:

Element 1: Recognise the special needs of a person requiring a palliative approach to care T2

PC1.1 Apply principles of palliative care and the palliative approach in undertaking holistic assessment of the person
2.1, 2.2, 

2.3

PC1.4
Identify and respect the person’s needs in relation to their lifestyle, social context and emotional and spiritual 

choices, and document these in accordance with the care plan
2.1, 2.2, 
2.3, 2.4

PC1.5
Identify and work within roles and responsibilities of the inter-disciplinary team when planning palliative care for 

the person
2.2, 2.3, 

2.4

PC1.6 Apply in own practice an awareness of the psychosocial impact of palliative care on the person’s family or carer
2.1, 2.2, 

2.4

Element 2: Support person, family or carers using the palliative approach. T2

PC2.1
Provide the person, family or carer with opportunities to discuss spiritual and cultural issues in an open and non-

judgmental manner
2.1, 2.2, 
2.3, 2.4

PC2.2
Use effective communication techniques and access relevant support services to provide a supportive 

environment for the person, family or carer
2.2, 2.3, 

2.4

PC2.3
Monitor the person’s condition and provide accurate and timely information on stages of dying to the person, 

family or carer, ensuring that information-provision respects their wishes
2.2  
2.4

PC2.4
Identify and address legal and ethical implications of implementing advance care planning (ACP) and advance 

care directives (ACD)
2.4

Element 3: Identify and respond to signs of deterioration and the stages of dying T2

PC3.1
Apply knowledge of the physiology of dying in supporting the person, family or carer as they experience the 

person’s dying process
2.4

PC3.4 Identify and report signs of the person’s deterioration or imminent death in accordance with ACP or ACD 2.4

PC3.5
Support the dignity of the person when undertaking all care activities in their end-of-life stages as well as after 

their death
2.4

PC3.6
Identify and reflect on any ethical issues or concerns about the person, and discuss with an appropriate person 

according to organisation procedures
2.4

Element 4: Care for the person’s body after death and provide support for the family and others T2

PC4.4
Discuss support needs and resources including the accessibility and availability of resources with the family, 

carer or others requiring bereavement care
2.5

PC4.5 Provide emotional support to the person, family or carer in relation to grief, loss and bereavement 2.4

Element 5: Provide for own self-care in palliative care role T2

PC5.1
Identify own need for self-care and support and implement effective ways to sustain own social and emotional 

wellbeing
2.5

PC5.2 Encourage self and colleagues to access support and, where indicated, participate in professional debriefing 2.5

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: 

T2

KE1 Knowledge of how to identify needs of the person, family or carers during the palliative approach to healthcare
2.1, 2.2, 

2.3, 2.4, 

2.5

KE3 Knowledge of diverse cultural, religious and spiritual factors underpinning the person’s choices at end-of-life
2.1, 2.2, 

2.3, 2.4

KE9 Knowledge of impact of loss and grief on person, family or carers and staff members
2.1, 2.2, 

2.3, 2.5

KE10 Knowledge of own role and responsibilities, and those of other team members involved in palliative care 2.2, 2.3

KE11 Knowledge of relevant organisation policies, procedures, protocols and practices in relation to palliative care 2.4, 2.5

KE12 Knowledge of relevant resources available to those requiring grief and bereavement support
2.2, 2.3, 

2.4, 2.5
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At the completion of this session, you should be able to:

• Describe common psychological and existential challenges faced by people with 
life-limiting illness

• Describe evidence-based screening strategies to better understand sources of 
distress for people with life-limiting illness.

TOPIC 2 SESSION 1  
2.1 The experience of being  

diagnosed with a life-limiting illness

Michelle’s concerns

• Am I going to die?

• What is going to happen in the future?

• Will I be in pain?

• What will happen to my children?

Challenges faced

Individuals with life-limiting illness experience 

a range of psychological, social and spiritual 

challenges including:

• Fear of dying and death

• Uncertainty about the future

• Loss of meaning and purpose

• Loss of spiritual direction or beliefs

• Challenges to beliefs

• Guilt or shame

• Changing relationships and roles

• A sense of unfairness

• Feelings of isolation or loneliness

• Feelings of loss of control

• Feelings of loss of worth

• Loss of the sense of dignity

• Fears of being a burden or a dependent

• Fears of suffering

• Concerns about appearance and body 
image.

 Activity

Challenges faced

What emotions might be experienced by 

someone faced with the diagnosis of a life-

limiting illness?

• Anxiety 

• Depression

• Anger

• Denial

• Relief

• Peace

• Contentment

• Acceptance.

All responses correct

People may respond to psychological, social 

and spiritual challenges in many different 

ways. For example, some people will express 

fear or anxiety while others may be sad, 

withdrawn, depressed, or angry. Some may 

express feelings of helplessness, a sense of 

guilt, or have problems making decisions. 

Others feel a sense of peace, purpose and 

contentment with life, or experience stronger 

relationships with family and friends. It is 

important to understand how a person 

responds to their diagnosis and document in 

their notes. 
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 Transcript 

Michelle’s story  (1.22 mins)

Michelle: It was such a shock to hear the doctor say that I had breast cancer.

That was two-years ago now, my whole world turned upside down. The initial 

treatment was really full on, not to mention losing my hair and everything that goes 

along with chemo, but I got through it all.  The cancer responded well to the chemo, 

and I’m feeling great. My life’s balanced again, Pete and I are happy, the kids are great 

and they’re doing so well at school. I love my job, teaching is fantastic, and my boss 

was brilliant. Everyone has been so supportive. A month or so ago I noticed that I had 

this nagging cough and lately I’ve been feeling a bit breathless. I did wonder if the 

cancer had come back, they said it might, but no, I’ve just been overdoing it. The kids 

have been sick; you know it’s just a viral thing.

Anyway I went to see my GP last week just to have it checked out. She did a whole 

load of tests. I’m just waiting now to hear back about the results. I’m sure everything 

will be alright.
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 Video

Case study: Michelle’s story 

https://www.youtube.com/

watch?v=QUEwdIyDQe8&feature=emb_logo

Michelle is 38-years-old and lives with 

her partner Peter. They have two children 

aged 9 and 12. Michelle was diagnosed two 

years ago with triple negative breast cancer, 

a particularly difficult cancer to treat as 

it is negative for oestrogen receptors, 

progesterone receptors and HER2. She 

had initial treatment but has recently been 

experiencing a nagging cough and slight 

breathlessness.

Watch Michelle’s Story and consider 

her anticipated psychological, social and 

spiritual challenges.

Existential distress

‘Existential distress’ is the worry and concern 

that arises from confrontation with mortality 

(National Breast Cancer Centre & National Cancer 

Control Initiative, 2003). 

People may experience existential distress 

when facing issues of the meaning in life or a 

threat to their sense of personal worth. They 

can also experience existential distress if they 

feel their personal beliefs are being challenged 

or they suffer feelings of loss (Yalom, 1980).

 Additional resources 

Existential distress

Dying brings decline in health, withdrawal 

from social networks, loss of normal 

roles, and the utter aloneness with the 

confrontation of the end of one’s existence.  

Existential distress at the end of life has 

been defined as hopelessness, burden to 

others, loss of sense of dignity, desire for 

death or loss of will to live (Chochinov et al., 

2006) and threats to self-identity (Henoch & 

Danielson, 2009). Existential loneliness has 

entered the literature and is understood 

as;

 ‘an intolerable emptiness, sadness, and 

longing, that results from the awareness of 

one’s fundamental separateness as a human 

being.’

(Ettema, Derksen, & van Leeuwen, 2010).

Source: CareSearch. (2021) Existential Distress

https://www.caresearch.com.au/tabid/6802/

Default.aspx

 Thinking point

Fears and concerns

What are some of the fears and concerns 

that Michelle may experience at this time?

Consider physical, psychological, spiritual 

and social concerns, in your response.

Possible responses:

• Cancer returning

• Becoming incurable

• Losing control

• Losing children, family, job

• Financial stress

• Existential distress.
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Identifying sources of distress

People with life-limiting illness face many losses 

which can make them distressed and sad. Giving 

people the chance to express how they feel 

about their losses and concerns, can often help 

them cope. Sometimes, helping people to focus 

on what's important to them and emphasising 

what can be done, can also help. 

People with life-limiting illness can become 

concerned about their appearance and body 

image and about changing relationships 

with those close to them, including sexual 

relationships. Personal issues, such as 

spirituality, intimacy and sexuality, have not 

always been easy to discuss yet can be very 

important to people nearing the end of their life. 

As a health professional, you need to let people 

with life-limiting illness know that you're 

prepared to talk with them about any concerns 

they have about these issues. For questions and 

concerns that are beyond your scope of practice 

you are able to provide supportive resources 

and referrals to the Registered Nurse and to 

specialist services for follow up.

The Patient Dignity Question (PDQ) is a simple, 

open-ended question that should be considered 

when interacting with people:

‘What do I need to know about you as a person to 

give you the best care possible?’

Research has shown that this single question 

can identify issues and stressors that may 

be important to consider when planning and 

delivering someone’s care and treatment. The 

intent is to reveal the ‘invisible’ factors that 

might not otherwise come to light – and to 

identify these concerns early in the process.

(Manitoba Palliative Care Research Unit, 2016)
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Screening tools

The NCCN Distress Thermometer and Problem 

List for Patients (Figure 1) is an example of a 

multi-domain screening tool designed to help 

clinicians detect distress. It measures distress in 

a similar way to pain – on a scale of zero to 10, 10 

being the worst. The NCCN Problem list allows 

individuals to indicate their concerns in areas 

such as practical, family, emotional, spiritual, and 

physical problems (NCCN Guidelines Version 2.2013 

Panel Members Distress Management, 2013).

Source: National Comprehensive Cancer  Network. (2016). NCCN Distress Thermometer and Problem List for 
Patients. https://www.nccn.org/patients/resources/life_with_cancer/pdf/nccn_distress_thermometer.pdf

Using a screening tool can help identify 

particular sources of a person’s distress and 

initiate further conversations. Individualised 

care and referrals can then target identified 

needs. 

 Additional resources 

Patient Dignity Inventory (PDI)  
http://dignityincare.ca/wp-content/

uploads/2010/05/The_Patient_Dignity_Inventory.

pdf

The Distress Thermometer (Registration may 

be required to access the site).

https://www.nccn.org/patients/resources/life_

with_cancer/pdf/nccn_distress_thermometer.
pdf

Print resource

Figure 1: NCCN Distress Thermometer and Problem List for Patients
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Screening tools

The Patient Dignity Inventory (PDI) 

(Figure 2) is an example of a screening tool 

designed to help clinicians detect end-of-

life dignity-related distress (Chochinov et al., 

2008).  The PDI has been validated for use 

in palliative care and oncology settings  

(Chochinov et al., 2012).

Source: Manitoba Palliative Care Research Unit. (2016). 

Dignity in care.   

 http://www.dignityincare.ca/en/index.php

Acknowledgement: Chochinov HM, Hassard T, 

McClement S, Hack T, Kristjanson L, Harlos M, Sinclair S, 

Murray A. (2008). The Patient Dignity Inventory: A novel 

way of measuring dignity related distress in Palliative 

Care. Journal of Pain and Symptom Management. 36(6), 

559 – 571, doi.org/10.1016/j.jpainsymman.2007.12.018

Print resource

Figure 2: The Patient Dignity Inventory (PDI)
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 Additional resources  

CareSearch – Assessing distress    

https://www.caresearch.com.au/

tabid/6287/Default.aspx

 Activity

Interpreting Michelle’s PDI

Review the Patient Dignity Inventory 

completed by Michelle as she awaits news of 

her cough and test results then answer the 

questions below.

How much of a problem or concern have the 

following been over the past few days?

• Carrying out activities of daily living

• Ability to think clearly.

• Feeling like a burden to others.

Print resource

PDI 1: Michelle awaiting cough and test results
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Summary

In this session we identified some of the emotional and existential challenges that 

people with life-limiting illness may face. We also discussed the importance of key 

communication skills such as listening, empathy and encouraging disclosure in 

order to assist you in best responding to the person’s needs.
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Review the following booklet to understand more about the 
emotions involved with a life-limiting illness diagnosis and 
how to manage these emotions.

Cancer Council

Emotions and cancer: A guide for people with cancer, their families and 
friends

https://www.cancer.org.au/assets/pdf/emotions-and-cancer-booklet#_
ga=2.205746963.1053163457.1614821321-39404757.1614821321

Resources
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At the completion of this session, you should be able to:

• Discuss supportive communication strategies used to identify the concerns 
of people with life-limiting illness

• Identify evidence-based strategies to respond to the needs and concerns of 
people with life-limiting illness

• Demonstrate skills and knowledge by engaging in supportive 
communication roleplay.

TOPIC 2 SESSION 2  
2.2 Supportive communication 

Being present and listening

As an enrolled nurse, you may be nervous 

about having conversations with people facing  

the end of life. Supportive communication is so 

much more than the words you say. 

Watch the expert opinion video where the 

palliative care nurse describes the benefits of 

being present and listening.

 Video

Expert opinion:  

Being present and listening (1:40mins)

https://www.youtube.com/watch?v=Bdd3mz_tplA

There’s a quote that I always think of, that 

helps me, which is about being present, 

but not perfect. And I think, sitting with 

families, and, taking the time to have those 

conversations is the key. Listening, it’s 

actually, hearing their story and then taking 

the opportunity to, take your cues from 

that, and I think, sitting in their space, and 

then from that, you can see where they’re 

at, and help them sort of work through, 

where we’re going, because there is so many 

difficult conversations that come along, up.

From when they first meet you, to when 

[then] making decisions, to end of life. 

Addressing what the emotions in the room 

are. What are they scared of? What are they 

sad about, and just listening? 

A mum I caught up with, and her child had 

died, in hospital, and it had happened pretty 

quickly, and she knew it was coming, but it 

was still going to be hard. And she, the kid 

had lots of procedures and things leading 

up and she, she said, she didn’t remember 

who did the IV or who did the dressing, but 

she remembered the nurse who sat there....

holding her hand.... listening to her. And ....

that’s what made a difference for her, so it’s 

being there.

59 PCC4U EN Toolkit Version 2 – Implementation Guide (March 2021)

https://www.youtube.com/watch?v=Bdd3mz_tplA
https://www.youtube.com/watch?v=Bdd3mz_tplA


Providing support to people with life-limiting 

illness requires you to use communication 

skills that demonstrate an understanding of 

the meaning of the illness and its effects on the 

person. 

Some people may not be used to discussing 

personal psychological issues and may find 

these conversations difficult. There are some 

general communication strategies that may 

help facilitate discussion about existential 

and psychological concerns, and demonstrate 

respect for the person’s individuality.

 Activity

Supportive strategies

What supportive strategies were identified 

by the nurse in the previous video?

Compare correct responses with student 

responses:

• Being present but not perfect

• Listening

• Sitting with families

• Taking time to have conversations

• Hearing their story

• Taking your cues from them

• Seeing where they are at/sitting in 
their space

• Addressing the emotions in the room 
- What are they scared of? 
- What are they sad about?

• Hand holding and human touch

• Listening and being there.

 Teacher notes

In line with the NMBA Standards for 

Practice for Enrolled Nurses, it is essential 

for individuals to recognise their scope 

of practice within the organisation they 

are working within.  It is expected that 

the EN seeks guidance from the RN, as 

necessary, when applying the EN Standards 

for Practice in line with the facilities scope 

of EN practice principles. The EN may be 

required to provide comfort and support to 

people who raise questions that are outside 

their communication knowledge and skill 

capabilities. It is essential to know how to 

react when faced with these questions and 

importantly who to refer to for further 

information and support.  It is not expected 

that ENs will be required to set up and 

facilitate a discussion independent of the 

multimultidisciplinary team.

Communication principles
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Table 1 shows key strategies that can be used 

when communicating with a person with a life-

limiting illness and their family. The acronym 

PREPARED is used to convey these strategies 

(Clayton, Hancock, Butow, Tattersall, & Currow, 2007).

Table 1:  

Strategies for supportive communication

P  Prepare for the discussion, where possible

R   Relate to the person

E    Elicit person- centred and caregiver                             
         preferences

P   Provide information tailored to the person  
          needs of both person and their families

A   Acknowledge emotions and concerns

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

E   Encourage questions and further   
           discussions

D   Document.

Prepare for the discussion:

• Ensure facts about the person’s clinical 
circumstances are correct 

• Liaise with key healthcare providers 
involved in the persons care to be present in 
the discussion and to coordinate responses 
to the persons clinical circumstances

• Try to ensure privacy and uninterrupted 
time for discussion

• Mentally prepare

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

Relate to the person:

• Develop a rapport

• Show empathy, care and compassion during 
the entire consultation eg, ‘This has been a 
tough time for you and your family...’

• Broach the topic in a culturally appropriate 
and sensitive manner

• Make eye contact (if culturally appropriate), 
sit close to the person, use appropriate body 
language, allow silence and time for the 
person to express feelings.

Elicit (find out) individual & 
caregiver preferences:

• Identify the reason for this consultation and 
ask the person what are their  expectations

• Clarify the person’s or caregiver’s 
understanding of their situation and 
establish how much detail they want to know

• Consider cultural and contextual factors 
influencing information preferences.
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Provide information:

Provide information that is tailored to the 

individual needs of both the person and their 

families. 

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

• Provide information at a suitable pace to 
their needs and understanding

• Use clear, jargon-free, understandable 
language

• Engage in active listening ie, attend to the 
person fully, reflect what you think they 
have said eg, ‘You seem to be saying...’

• Explain the uncertainty, limitations and 
unreliability of prognostic and end of life 
information 

• Avoid being too exact with timeframes 
unless in the last few days of life

• Consider the caregiver’s distinct information 
needs, which may require a separate 
meeting with the caregiver (provided the 
person if mentally competent, gives consent)

• Try to ensure consistency of information 
and approach provided to different family 
members, the person and clinical team 
members

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

Acknowledge emotions  
and concerns:

• Explore and acknowledge the person’s 
and caregiver’s fears, concerns and their 
emotional reaction to the discussion eg, 
‘What worries you most about…?’ or ‘What 
is your biggest concern at the moment?’

• Be willing to initiate and engage in 
conversations about what may happen in 
the future and the dying process eg, ‘Do you 
have any questions or other concerns?’

• Respond to the person’s or caregiver’s 
distress regarding the discussion, where 
applicable.

Realistic hope:

• Be honest without being blunt or giving 
more detailed information than desired by 
the person

• Do not give misleading or false information 
to try to positively influence a person’s hope

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

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

Access the Clinical Practice Guidelines for 

communicating prognosis and end-of-life 

issues with adults in the advanced stages of a 

life-limiting illness, and their caregivers.

 Activity

Improving supportive communication  

Recall a time when you supported a friend, 

family member or patient during a difficult 

time.

• In relation to the interaction, what did 
you do well and what could you have 
done better?

• Considering what you could have done 
better, look at the PREPARED model, 
and identify two strategies and give 
examples of what you would now do 
differently.

Encourage questions:

• Encourage questions and information 
clarification; be prepared to repeat 
explanations

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

• Inform the person and caregiver that at any 
time these topics can be discussed again in 
the future.

Document:

• Write a summary in the  health record of 
what has been discussed

• Inform and refer to other key healthcare 
providers involved in the person’s care

• Ensure the content of the discussion has 
been relayed to  the person’s general 
practitioner
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 Teacher notes

Class activity

Review the PREPARED acronym and 

discuss how to improve supportive 

communication while aligning against the 

EN Standards for Practice.

Standard 7

Communicates and uses documentation to 

inform and report care

Standard 7.3

Uses a variety of communication methods 
to engage appropriately with others and 

documents accordingly.

Example – The EN communicates 

professionally with the multidisciplinary 

team members to ensure correct 

information is sourced for the person.  

The EN reads all prior communication in 

the person’s notes to understand what 

the person has been told previously by 

the multidisciplinary team members.  

When speaking with the person uses 

many different tools to aid improved 

communication to enhance understanding.  

Use language that is at the level of the 

person that the EN is communicating with 

ie, child or older person.

Standard 7.4

Prepares and delivers written and verbal care 

reports such as clinical handover, as a part of 

the multidisciplinary healthcare team.

Example – The EN attends verbal and 

written handover to other team members 

(multidisciplinary).

Standard 7.5

Provides accurate and appropriate 

information to enable informed decision 

making by others.

Example – The EN ensures that when they 

answer the person’s questions and that they 

are replying with accurate and appropriate 

information.  If they do not know the 

answer to a question that they relate to 

Standard 8.2

Standard 8.2

Seeks additional knowledge/information 

when presented with unfamiliar situations.

Example – The EN is accountable for the 

content of the information that they deliver 

to people in their care and their families.  

They MUST seek clarification if they are 

unsure of information from all sources – this 

can include the multidisciplinary team and 

written resources  (Nursing and Midwifery 

Board of Australia (NMBA), 2016).
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 Transcript 

Michelle’s cancer returns (3.01 mins)

Doctor: It’s lovely to see you again; I just wish it was under 

better circumstances. I’ve got your results. We’ll talk about 

that, then if you’ve got any questions or concerns I’ll tend to 

those as well is that okay?

Michelle: Nods

Doctor: I was hoping to have good news for you today, but 

unfortunately Michelle your cough’s not a virus. I’m really 

sorry to tell you but the cancer has spread.

Michelle: Cries

Pete: What do you mean?

Doctor: On the CT scans we can see that it has spread to your 

lungs, that’s why you’re coughing and that there are a couple 

of spots in your liver. I know this is not the news that you’d 

hoped for, I wish I could tell you otherwise. It’s a huge shock.

Michelle: I just don’t understand, I’ve been so well and we 

lead such a healthy lifestyle now. Everything’s so good at the 

moment, this news, it’s just devastating.

Doctor: It’s really, really tough and you and Pete, you dealt 

with that first diagnosis just so well with such amazing, 

incredible determination and you put loads of effort into 

making sure that you built a healthy lifestyle and that you did 

everything you could to recover.

Pete: What exactly are you saying? We beat the first cancer, 

we can do it again. Michelle, she’s fit and healthy, she can 

cope with whatever treatment she needs. We’ll get through it 

alright. Please can you tell us what treatment she can have?

Doctor: Of course Peter, I understand that you need to know 

what happens next. Are you okay to move on then Michelle? 

Well the first thing I’d like to do is arrange a bone scan that 

will give us a lot more information. And our main priority is 

going to be reducing the size of the cancer in your lungs and in 

your liver with some chemotherapy.

Pete: Very good, so when can we start this chemo?

Doctor: Well I can try and arrange for the bone scan this 

afternoon, and then we can meet tomorrow morning to 

discuss the different options. We should be able to start the 

treatment as early as next week. I know this is really hard and 

really a lot to deal with. If you do have questions please ask.

Michelle: Can you still cure this?

Doctor: I wish we could Michelle, but now that the cancer’s 

spread we can’t cure it. It’s there in your lungs and in your 

liver, to stop it from spreading further and we’ll be looking 

after your symptoms like your breathlessness, and we’ll be 

trying to give you as much time as you can have with the best 

possible quality of life. 
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‘The psychological impact of news of a 
recurrence may be more devastating for the 

patient than the initial diagnosis and may 
prove more difficult to communicate for the 

clinician’.

(National Breast Cancer Centre & National Cancer 

Control Initiative, 2003, P43).

There are some general principles and 
recommendations that can support your 
interactions with people receiving distressing 
news. 

Watch the video exploring Michelle’s experience 
receiving news of a cancer recurrence and consider 
how you could support her and her husband 
following this consultation.

 Video

Case study: Michelle’s cancer returns

https://www.youtube.com/watch?v=_zKz1-

jNd9k&feature=emb_logo

Michelle’s CT  (Computerised Tomography)

scan shows her cough is caused by spread of 

the cancer to her lungs.

She also has evidence of metastases in her 

liver. She attends an appointment with Dr. 

Meredith North, her medical oncologist. 

Meredith explains the significance of these 

results and what they mean for her prognosis 

and further treatment.

 Thinking point

Michelle receives distressing news

Identify examples of supportive 

communication displayed by Dr. Meredith 

North when delivering distressing news to 

Michelle and Pete. 

Possible responses: 

• Straightforward honest approach

• Clear delivery of information

• Use of simple and clear terms

• Offer to provide further information if 
requested 

• Demonstrated and verbalised empathy 
with the distress of receiving difficult 
news

• Normalised their grief response

• Affirmed and commended their healthy 
lifestyle choices to remove any feelings 
of guilt or self-blame

• Avoided providing false hope

• Checked with Michelle and Pete before 
moving forward to provide further 
information

• Providing clear practical information on 
treatment options and timeframes 

• Provided touch, a soft tone and 
adequate pauses when appropriate 

• Provided reassurance of ongoing 
support. 

 

(National Breast Cancer Centre & National Cancer 

Control Initiative, 2003).
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What strategies could you use to respond to 

Michelle’s distress?  Responses should reflect 

empathy, care and compassion:

• Allow silence, ensure eye contact and 
normalise grief

• Use a private room if available

• Ensure uninterrupted time

• Inform team members of your 
whereabouts

• Elicit current information regarding 
Michelle’s situation from team members 
if time allows

• Explore and acknowledge Michelle 
and Pete’s fears, concerns and their 
emotional reaction to the discussion 
‘What worries you most about…?’ or ‘What 
is your biggest concern at the moment?’

• Engage in active listening ie, attend to 
Michelle and Pete fully, reflect what you 
think they have said  ‘If I’ve heard you 
right, you seem to be saying...’

• Encourage questions but be honest if 
you need to refer to other members 
of the multidisciplinary team to 
provide information and clarification                               
‘Do you have any questions or other 
concerns? I may need to obtain further 
information from your treating team, would 
you like me to find that out for you?’

 Activity

Supporting Michelle and Pete

You are working in the outpatient setting 

where Michelle and Pete have just left the 

appointment with Michelle’s oncologist. 

Michelle recognises you (having cared 

for her previously and built a rapport and 

relationship) and bursts into tears in the 

corridor. Michelle asks you; 

‘What am I going to do? 

How can we get through this?’

HINT:  Answer the following questions 

using the PREPARED approach to better 

identify needs of the person, family or 

carers and how to respond.

What are some of the challenges in this 

communication scenario?

Possible responses:

• Interaction occurring in the corridor in 
a public space

• Insufficient knowledge of Michelle’s 
disease and treatment plan

• Communicating support without 
providing false hope

• Uncertainty how to address difficult 
questions

• Personal feelings of sadness and 
distress.
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‘Managing the transition to 
palliative care can be one of the 

most difficult communication 
tasks faced by (cancer) health 

professionals’

(National Breast Cancer Centre & National Cancer 

Control Initiative, 2003) p. 65.

Supporting the transition to 
palliative care

Enrolled nurses may be involved in supporting 

people in conversations that relate to 

transitioning into palliative care. 

In addition to supportive communication 

strategies, the following steps are recommended 

for preparing persons during this transitional 

time: 

• Provide a private environment, with 
adequate time for a full discussion

• Provide information openly and honestly 
about changes in the condition, treatment 
efficacy and where requested, prognosis

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

• When concerns have been discussed, 
provide reassurance where possible. For 
example about symptom management, and 
the availability of expert palliative care

• Introduce palliative care workers early

• Incorporate all healthcare professionals 
involved in the person’s care as a team

• Explore the person’s understanding of 
palliative care and emphasise its role 
throughout illness

• Explicitly state that optimal care will 
continue and they will not be abandoned

• Ask open questions, such as: 
- ‘What concerns you most about  
 your illness?’ 
- ‘What has been most difficult about  
 this illness for you?’ 
- ‘What are your hopes and expectations 
 and fears about the future?’ 
- ‘As you think about the future, what is 
 the most important to you?’ 
- ‘Is faith (religion, spirituality) important  
 to you? 
- ‘Would you like to explore religious 
 matters with someone?’

(Adapted from Table1. Clinical practice guidelines for the 

psychosocial care of adults with cancer. (National Breast 

Cancer Centre & National Cancer Control Initiative, 

2003)p. 67)
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 Transcript 

Michelle’s illness progresses (3.48 mins) 

Doctor: You guys look exhausted. How you going Michelle?

Michelle: Not good, I’m not getting any better am I?

Doctor: I’m sorry Michelle, I wish I could say that you were 
getting better, but your cancer is continuing to spread.

Pete: So, what are we meant to do? I can’t just sit back and 
watch Michelle die.

Doctor: Must be really hard for both of you. Today we need 
to talk about a management plan and maybe look at some of 
your goals Michelle. Things that you may or may not want to 
happen in the future.

Pete: Yeah a plan would be good, we need a plan.

Doctor: We can keep on with some chemotherapy and try to 
get on top of the cancer in your lungs and your liver. Would 
you like to know more about that now?

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

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

Michelle: Well its there most of the time now. But a few times 
it’s been really frightening; I couldn’t get my breath you know. 
It’s an awful feeling and then I just panic and then that just 
makes things worse.

Doctor: But not being able to breath is really frightening. Pete 
it must be scary for you too.

Pete: Yeah it’s really hard to see her like this. She had a really 
bad episode while I was at work and I just feel helpless. What 
can we do to help her?

Doctor: We’re going to put you on some medication today 
Michelle. We can monitor the dosage and adjust it if we need 
to. I’d also like to get some input from the palliative care team 
about how to manage it.

Pete: Palliative care, aren’t they the people you see when 
you’re dying.

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

Michelle: If you refer me to the palliative team, will I have to 
stop the chemotherapy?

Doctor: Oh no, not at all. We’ll be working closely together, to 
keep an eye on things, adjusting as we go along.

Michelle: Okay then.

Doctor: Pete?

Pete: Yeah, that’s fine.

Doctor: I don’t know who you’ll see, but they’re all really lovely. 
Have you got any other questions before we move on?

Michelle: Yeah, I do. How long do you think I have to live?

Doctor: That is the hardest question Michelle. Studies that 
have been done with women who are at the same stage as 
breast cancer as you are, typically show that survival times 
are measured in months rather than in years.

Michelle: That’s not very long.

Doctor: No, and at this stage, it’s impossible to say just exactly 
how long.
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 Video

Case study 

Michelle’s illness progresses

https://www.youtube.com/watch?v=c2UQRv1kFqo

Watch the video where the concept of 

introducing the palliative care team is 

introduced to Michelle and Pete. 

Michelle attends a follow-up appointment 

with Dr. Meredith North, her medical 

oncologist. She has completed her 

radiotherapy and has commenced the 

palliative chemotherapy. She is exhausted 

and looks unwell.

She is symptomatic with breathlessness and 

expresses her concern about this. Meredith 

assesses her breathlessness and develops a 

management plan with Michelle and Pete. 

As part of this plan, she introduces the 

concept of palliative care.

 Thinking point

Responding to concerns

Consider how you could provide support 

following this consultation. Pete recognises 

you as the EN who has previously cared for 

them. It is obvious that they are upset, so 

you find a quiet room. Consider how you 

would respond to their concerns.

Pete Says: 

‘Michelle has been referred to the palliative 

care team. It feels like they are giving up on her’

How would you respond?  

(Select the best response)

‘Palliative care will keep Michelle comfortable 

and help prolong Michelle’s life as long as 

possible’

Incorrect response

‘I understand how you must be feeling. At this 

stage there is little more that we can do other 

than make sure that Michelle is comfortable.’

Incorrect response

‘These feelings are totally understandable. I’m 

here to answer any questions that you may 

have. We also have specialised professionals 

that can help you better understand palliative 

care and what it means exactly.’ 

Correct!  This response provides a realistic 
response, without going into specifics or 
upsetting Pete and Michelle more than 
necessary.
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Nurse: You can’t find the right words either, I suppose. I’m 
guessing that Pete is finding it really hard to share his feelings 
with you as well. Maybe we could look at some ways that you 
and Pete might be able share your thoughts and feelings? Do 
you have any ideas about what you could do?

Michelle: Something simple, I don’t know really. I know I really 
need to talk to Pete about it. But I just get the sense that he’s 
scared to upset me and he keeps pulling away.

Nurse: Sometimes it might be helpful having someone break 
the ice for you. Perhaps when you’re in next I could have a 
chat with Pete if you like. I can tell him what we’ve been talking 
about and to let him know that you’d really like to be talking to 
him as well.

Michelle: That would be so good, thank you.

Nurse: Do you think Pete would feel comfortable talking to 
me?

Michelle: I think so, he trusts you.

Nurse: Okay alright well I’ll try and arrange it when you come 
in next. There are also some really good resources that we have 
on sexuality and intimacy for women with breast cancer and 
their partners that you might find really helpful to read. Would 
you like me to get some of that information?

Michelle: Yes, that’d be good.

Nurse: Michelle it’s really, really good that you’ve been able to 
talk to me about this, you know. It’s such a big burden for you. 
It’s good for you to get it off your chest, I think, at times.

Michelle: Oh yes, I feel so much better. Thank you.

Nurse: It’s my pleasure. I’ve just got one more thought. We 
have a psychologist on our team. I’m thinking it might be really 
helpful for you to talk to her she might have some other ideas 
that might be useful. So perhaps when you come in next if 
you’re still feeling a bit concerned about you and Pete I can go 
and get her to see you if you like.

Michelle: I think that’d be good. It might be nice to talk about it 
some more. Thank you.

Nurse: So how are you doing Michelle?

Michelle: It’s not a good day today. I feel like I’m losing control of 
everything in my life. I met with my boss last week and its official. 
I’m on an indefinite leave of absence. I’m absolutely devastated, 
my job is a huge part of me, and I’m a good teacher. I’ve made a 
difference to loads of kids’ lives and it’s over now and it’s finished 
and my own kids want to spend more time at their friends’ 
houses than they do at ours.

I don’t even take them to school anymore, Pete does that. 
I can’t do anything; even walking to the car in the driveway 
makes me breathless. Sitting in the car just makes this pain 
so much worse. I don’t know. I don’t even seem to get my 
mum hugs anymore. It’s just breaking my heart, and then 
there’s Pete. Spending time at his mate’s house is clearly more 
attractive than spending time with me. I can’t even remember 
the last time he gave me a cuddle. Cries

Nurse: You’ve really been holding on to so much haven’t you.

Michelle: I’m really sorry to blurt it out like this. I just really 
needed to say it out loud and just have a good cry.

Nurse: Yes it’s okay.

Michelle: I hope I’ve left you some tissues.

Nurse: Don’t worry about it; I’ve got plenty out in the 
cupboard. You’ve been through an incredibly tough time 
Michelle, you’ve continued to work and be a mum, wife and 
friend and stay in control of everything. You face some terrible 
losses Michelle and it’s okay for you to feel like this. What do 
you think has been worrying you the most?

Michelle: I just don’t know what to do next.

Nurse: Sometimes it’s a little bit easier if we break things down 
into smaller pieces, so the whole situation doesn’t seem so 
overwhelming. So if we did that, what would be top of your list?

Michelle: Pete, Pete and me. We’re just drifting apart and I love 
him so much. I miss the beautiful intimacy; you know, the kisses 
and the cuddles, just being together.

Nurse: Yes, that special part of a relationship. You guys are 
really close.

Michelle: I just can’t relax with Pete anymore. There are times 
when I don’t even want him to touch me or even see me. I look 
at myself in the mirror and I don’t recognise myself. I mean who 
am I?

Nurse: Have you been able to tell Pete how you feel?

Michelle: I’ve tried, the time just never seems right.

 Transcript 

Responding to losses (5.24 mins)
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A valuable part of the EN role is supporting and 

advocating for the person when they require 

additional support, by referring to clinician or 

team members or to specialist services, for 

example a social worker or psychologist.

 Video

Responding to losses

https://www.youtube.com/

watch?v=AvgC2o7Nezk&feature=emb_logo

It is now a few months since Michelle 

was given the news that her cancer had 

progressed. She has been receiving 

palliative chemotherapy to help control her 

disease, but is finding that her personal and 

social relationships are changing. She has 

requested an appointment to see Dawn 

Matthews, the Cancer Care Coordinator, 

as she is feeling very flat and worried about 

how she is coping. Dawn arranges for 

Michelle to see her prior to her scheduled 

chemotherapy.

Loss and grieving
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Print resource

PDI 2: Michelle’s second PDI

 Activity

Michelle’s second PDI

Review the Patient Dignity Inventory 

completed by Michelle while she was 

waiting to speak to Dawn in the previous 

video.

How much of a problem or concern are the 

following for Michelle now?

• Carrying out activities of daily living

• Ability to think clearly

• Feeling like a burden to others

• Level of uncertainty.
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In this session we examined the elements of supportive communication and the 

PREPARED model as the basis for communication that enable the healthcare 

professional to identify and meet the emotional and information needs of people 

and their families. We explored how the model can be adapted to the challenges 

and requirements of communicating difficult news to people and their families and 

help them deal with their distress.

We explored the changing requirements and goals of the healthcare professional’s 

communication with people and families as the person moves toward the end 

of life. Michelle’s continuing story provided the context for clarification of, and 

reflection on these concepts and strategies.

Summary
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Review the following video to further understand how to talk 
to people about dying and death.

The Art of Dying Well

Helping people to talk

https://www.youtube.com/watch?v=w92S7YJOa54

Resources
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At the completion of this session, you should be able to:

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

• Develop an awareness of communication strategies that will support the 
spiritual dimension of care for people with life-limiting illnesses.

TOPIC 2 SESSION 3  
2.3 The spiritual dimension of care 

Understanding spiritual needs

When people experience loss, such as a life-

limiting diagnosis, they can undergo a spiritual 

struggle while they search for meaning and 

purpose. 

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. 

Engaging in spiritual 
conversations

Spiritual conversations involve open discussions 

with people about their spiritual needs, about 

their spiritual struggles, distress, pain, conflicts, 

resources of strength and belief and practices 

that impact the health of the person (Puchalski, 

Lunsford, Harris, & Miller, 2006).

 Teacher notes

Spiritual conversations may focus on and 

clarify questions about:

• Identity: who am I in these changing 
circumstances?

• Connectedness: who is my community, 
where is my place?

• Meaning: what’s the purpose of my life 
now?

All healthcare professionals are encouraged 

to be involved in spiritual conversations, 

however sometimes spiritual distress 

persists. When this occurs the person 

should be referred on to the Pastoral Care 

team or counsellors.
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Strategies that can assist in conversations 

around spiritual care include: 

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 family/person to explain their rituals 
and beliefs

• It is important as the healthcare professional 
to respect and support 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.

(Rumbold, 2007).

 Additional resources 

CareSearch –Spirituality

https://www.caresearch.com.au/tabid/7040/

Default.aspx

 Thinking point

Understanding spiritual needs

• Reflect on what spirituality means  
to you. 

‘A person’s spirituality may be independent of 

religious belief. Spirituality may be defined as 

a person’s connections to other people, to the 

natural world or to the search for meaning. In 

essence, spirituality depends on the person.’ 

(CareSearch, 2017a). 

• How might this meaning affect your 
professional responses to people with 
life-limiting illness?

’Healthcare workers who understand their own 

belief systems and how those beliefs affect 

their work are better equipped to recognise and 

support the belief systems of others’. 

(CareSearch, 2017a).
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Michelle discusses spirituality (5.15 mins)

Michelle: I know I’m dying, I’m scared. I don’t know what it all 
means.

Palliative care nurse: What is it that scares you most?

Michelle: Not being prepared, does that sound weird. You 
know when you’re pregnant you’ve got nine months to 
prepare for the birth. You go to information sessions and 
workshops and everybody wants to tell you their story, good 
or bad. The point is that they talk to you about it, but no one 
wants to talk to you about death and I need to talk about it. 
I am going to die soon, aren’t I? I’m not a religious person, 
neither of us are. We bought the kids up with a set of values 
that I hope will get them through life.

Palliative care nurse: I’m sure you have, are those values 
helpful to you now? 

Michelle: Definitely, they help me to figure out what’s 
important and what it all means. 

Palliative care nurse: So what is important to you right now?

Michelle: My family and friends, I don’t think I could get 
through this without the strength that they give me every day.

Palliative care nurse: A lot of people in your situation feel the 
same. There’s nothing quite like the support of friends and 
family. Your friends have rallied around, have they?

Michelle: I don’t even know where to start; Liz has been 
bringing me two meals a week, for months now. Paul and Jen 
take our kids out every week, with their kids. Barb brings me 
the naughty things, gourmet chocolates and bubbles and even 
clothes that she’s picked up on special. Then there’s Meg, Meg 
she just fits in with wherever I am that day. Sometimes she sits 
with me and we say nothing, and it’s just beautiful. She’s so 
dear to me. I can see that everyone’s worried about me; they 
know I’m going to die soon, but Meg is the only one who will 
talk to me about it. I think that’s why it’s been so hard lately. 
Pete and all my good friends are trying to avoid talking about 
it. What does it feel like, when I die?

Palliative care nurse: There are certain indications that will 
let you and the people around you know that death is getting 
closer.

Michelle: What are they?

Palliative care nurse: You’ll start to feel weaker, you’ll spend 
longer periods in bed, you’ll be drowsy and you’ll be less 
aware of what’s going on around you.

Michelle: What about the medication and my breathing? 
What if I can’t swallow? How will I take my medication?

Palliative care nurse: We can change the way we give you the 
medication if we need to. We can use a little machine about 
this big and what we’ll do is we’ll put a little needle under your 
skin; it’s just like a pin prick going in. Then we’ll attach some 
tubing from the needle to the syringe with your medication 
in it. A community nurse will come each day and change the 
syringe.

Michelle: That sounds good, but what if it all gets too much 
for Pete to take care of me.

Palliative care nurse: We’ll be visiting regularly, reassessing 
things each day. If at any time you or Pete are having 
difficulties just let us know, give us a yell and remember we 
talked about the Palliative care unit, so that’s always an option 
and wherever you are there’s a whole team to look after you.

Michelle: Thank you.

Palliative care nurse: I know it’s a really difficult time; you’ve 
got a huge amount on your plate at the moment Michelle. I’m 
here to listen and help as much as I can. But remember we’ve 
also got pastoral carers and social workers in our team and I 
can organise for one of them to come and have a chat, if you 
think that might help.

Michelle: Thank you and I really will let you know if I need 
more help.

Palliative care nurse: Alright.

 Transcript 
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 Video

Michelle discusses spirituality

https://www.youtube.com/

watch?v=aPLMPNY4iOw&feature=emb_logo

Michelle’s illness is progressing and she 

acknowledges that she is dying. James 

Smith, the palliative care nurse has been 

asked to visit Michelle and Pete at home to 

review what support they need in preparing 

for end of life. During the visit, Michelle 

talks with James about what dying means 

and what is important to her at this time. 

Michelle starts to explore what will happen 

when she dies. 

Reflect upon Michelle’s spiritual needs at 

this time and the clinicians’ responses to 

meet her needs.

 Activity

Michelle’s beliefs and values 

What does Michelle state is important to 

her at this time?

‘I’m scared about not being prepared. Nobody 

wants to talk to you about death, and I need to 

talk about it’.

What specific strategies does James use to 

respond to Michelle’s question: 

‘I am going to die soon aren’t I? 

• Silence 

• Reflective listening – restating what 
Michelle has said

• Open ended questions guided by 
Michelle 

• Normalising how she is feeling

• Drawing on positive reflections 
(discussing friends and family, discussing 
what is important to Michelle)

• Providing sufficient and timely 
information guided by Michelle’s 
questions

• Empathy, understanding and comfort

• Addressing Michelle’s specific concerns - 
‘what does it feel like when I’m dying?’

• Active listening (listening with positive 
gestures and body language eg, leaning 
forward, engaged, eye contact, touch 
and comfort when appropriate)

• Highlighting the availability of support 
and expertise from the palliative care 
team to collaboratively care for Michelle 

• Acting in the role of advocate, obtaining 
specialist and pastoral care support.
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 Teacher notes

Standard 2.3

Demonstrates respect for others to 
whom care is provided regardless of 
ethnicity, culture, religion, age, gender, 
sexual preference, physical and mental 

state, differing values and beliefs.

Examples of statements which may 

promote spiritual conversations: 

‘What are you hopes and expectations and 

fears about the future?’

‘Have you got any hopes, dreams or wishes 

at the moment?’

‘Is faith (religion or spirituality) important to 

you in this illness?’

‘Would you like to explore religious matters 

with someone?’

‘It is enormously painful for any of us to 

contemplate our own death. Are there 

particular fears or issues concerning you 

about facing death and what that means?’

(Keall, Clayton, & Butow, 2014; National Breast 

Cancer Centre & National Cancer Control 

Initiative, 2003).

Standard 2.5

Forms therapeutic relationships with 

people receiving care and others 

recognising professional boundaries.

Examples – ensuring PREPARED 

acronym is used when working with 

Explore your role within the Enrolled 

Nurse Standards for Practice and 

describe how you can best support 

people with these concerns. 

 Thinking point
people in care so as to improve your ability 

to communicate with people in your care.  

Ensuring that you implement self-care 

principles of debriefing and reflection when 

working with difficult care circumstances 

as this will improve your practice ability 

to avoid burnout in a highly emotive 

workplace.  Ensuring your professional 

practice is maintained and aligns with code 

of ethics and code of conduct.

Standard 2.7

Ensures, privacy, dignity and 

confidentiality when providing care.

Standard 2.10

Acknowledges and accommodates, 

wherever possible, preferences of people 

receiving nursing care.

Example – Closing the curtain when care 

is provided.  Closing the door to engage in 

communication if the person receiving care 

is distressed.  

Ask open questions, such as:

‘What concerns you most about your 

condition?’

‘What has been most difficult about this 

condition for you?”

‘What are your hopes and expectations and 

fears about the future?’

‘As you think about the future, what is the most 

important to you?’

‘Is faith (religion, spirituality) important to you 

in this condition?’

‘Would you like to explore religious matters 

with someone?’

(Adapted from: Clinical practice guidelines for the 

psychosocial care of adults with cancer. (National Breast 

Cancer Centre & National Cancer Control Initiative, 2003)

p. 67) (Nursing and Midwifery Board of Australia (NMBA), 

2016).
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In this session we explored the spiritual needs of a person with a life-limiting illness. We 

looked at challenges they and their families face. Through Michelle’s story, we looked 

further into individual spiritual beliefs and values, and how these are important to a 

person who is facing death.

Summary
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Review the following links to learn more about the spiritual 
dimension of care:

National Cancer Institute (Unites States)

Spirituality in cancer care

https://www.cancer.gov/about-cancer/coping/day-to-day/faith-and-
spirituality/spirituality-hp-pdq#cit/section_1.2

Access CareSearch: Grief and loss resources and review some 
of the resources that may be relevant to you or your role.

https://www.caresearch.com.au/tabid/6668/Default.aspx

Resources
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At the completion of this session, you should be able to:

• Describe principles for communicating with people with a life-limiting 
illness from a culturally and linguistically diverse background 

• Identify the role of professional interpreters in supporting effective 
communication in palliative care settings

• Identify resources to assist communication with a person from a culturally 
and linguistically diverse background.

TOPIC 2 SESSION 4  
2.4 Communication principles 

for culture-centred care 

Intercultural  
communication principles

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 behaviours rather than words.

Cultural competence respects the diversity 

within cultural groups, and supports an approach 

to care that seeks to understand and respond to 

persons within the context of their culture. 

When communicating with people to whom 

English is their second language 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 medical terminology

• Using visual aids to support understanding

• 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.
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 Activity

Communication

Words account for only a portion of 

communication. Some cultures convey 

messages largely through: 

• Body movements, gestures, posture

• Tone of voice and expressions

• Silence 

• Eye contact.

All of the above are the correct responses.

Observe the tone of voice and nonverbal 

gestures used, as words account for only a 

portion of communication. Some cultures 

convey messages largely through body 

movements, gestures, posture, tone of 

voice and expressions. The use of silence, 

eye contact, touch, space and distance can 

all have different meanings and significance 

within a culture (Huang, Yates, & Prior, 2009). 

For this reason it is important to use a 

number of sources of observation to 

confirm the person’s understanding, as well 

as asking the person. Showing compassion, 

kindness and respect for cultural 

differences to a person and their family 

will foster trust and open communication 

(Sharma & Dy, 2011).
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People who speak little, or no English 

require a medical interpreter to convey a 

prognosis and information for healthcare 

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 (Broom, Good, Kirby, & Lwin, 

2013).

When engaging an interpreter to assist 

with communication, consider the following 

principles when holding the meeting:

• 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 
gauge their understanding of the 
terminology and concepts that will be 
mentioned during the conversation

• PRIOR TO MEETING - allow time for 
the interpreter to briefly meet with the 
person and their family 

• 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

Working with interpreters

• AVOID - avoid long speech segments and 
highly technical language

• CLARIFY - 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. 

(Australian Institute of Interpreters & Translators 

(AUSIT), 2007; Broom et al., 2013; Butow et al., 2013).
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 Activity

Yes or No

Should family or friends be used as 

interpreters?

Answer: NO

It may be appropriate at times to exchange 

information on general cares 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 

• Suppression of information possibly 
related to ‘truth telling’ 

• Breach of confidentiality

• Invalid consent. 

 Additional resources 

Brochures and resources containing 

information in languages specific to the 

person with a life-limiting illness can 

be useful to assist with care and for 

educational purposes. 

Multilingual resources with information on 

palliative/end of life care, symptoms and 

management are available on the Palliative 

Care Australia website. 

Palliative Care Australia 

https://palliativecare.org.au/multilingual-

resources

Short videos relating to palliative care 

spoken in Greek, and Italian Cantonese are 

available on the CareSearch website.

Eastern Health 

https://www.easternhealth.org.au/

services/language-services/cue-cards 
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 Transcript 

Meet Amy (2.52 mins)

Eric: *Chinese* Mum, you sit there, Grandma you sit there

Nurse Unit Manager: It’s great to finally meet you all. As I 
said, my name is Misha and I’m the nurse unit manager here. I 
believe you met Liv, Katherine last week and she showed you 
around the facility and gave you some information?

Eric: Uh, yes…I did, thank you. I’m Sorry, I have to go off to 
work very soon

Grandma: *Chinese* what is she saying? Tell her that your 
mum likes to watch midday TV everyday

Amy (mum): Yes! I want to watch TV. Mum, I want you to 
watch with me

Grandma: *Chinese* Yes, yes

Eric: My grandmother is anxious, it’s a difficult time for her 
because she’s traditionally took care of my mum, so seeing her 
here is very difficult for her

Grandma: *Chinese* you have to tell her to remember that 
your mum likes to watch TV

Eric: My mother enjoys watching the afternoon movie and um 
my grandmother often watch it with her, um but uh well, they 
do it together

Nurse Unit Manager: Great, well I’ll make sure we’ll finish up 
in time so she can watch the midday movie. Hello Amy, I’m 
Misha and I’m gonna be helping look after you while you’re 
here with us

Amy: Are you going to show me now?

Nurse Unit Manager: I’m Misha, and I’m going to talk to you 
for a little while then I’m going to take you to your new room

Eric: She is welcoming us. Her name is Misha and she is the 
Nurse Unit Manager here

Grandma: Okay, Okay

Nurse Unit Manager: And this is Jing Jing, she’s our medical 
interpreter today

Medical Interpreter: *Chinese* Hello, my name is Jing Jing 
and I’m a medical interpreter. I will help Misha to provide for 
you the information you need

Nurse Unit Manager: I will need to ask you some questions to 
get some information to help best care for you, I will also tell 
you a little bit about our facility, please ask if there is anything 
that you are unsure of

Medical Interpreter: *Chinese* Misha will ask you a few 
questions so that she can get the information she needs to 
best care for Amy. Then she will give you some information 
about this facility. If you have any questions just ask 

Grandma: *Chinese* Thank you

Nurse Unit Manager: Who’s the best person to be answering 
these questions?

Medical Interpreter: * Chinese* who is the best person to be 
answering these questions?

Eric: Well I can answer some of the questions, but my 
grandmother took care of my mum a lot so we’ll both answer 
them

Nurse Unit Manager: Great, well let’s get started.

87 PCC4U EN Toolkit Version 2 – Implementation Guide (March 2021)

https://www.youtube.com/watch?v=02O1DEoO6-Q&feature=emb_logo


Case study: Meet Amy 

This case study introduces some cultural 

considerations when communicating with people 

with a life-limiting illness. 

Watch Amy’s story and consider differences in 

approaches and cultural considerations when 

healthcare professionals communicate with Amy 

and her family.

Amy migrated to Australia with her parents when 

she was 18 years of age, and is now 59-years-of-

age. Amy speaks both English and her traditional 

language. Amy was living with her son Erik and her 

mother Mei (in her 80’s and speaks limited words 

in English). Six years ago Amy was diagnosed with 

early onset probable Alzheimer’s disease. 

Due to Amy’s worsening condition, she is being 

admitted to a Residential Aged Care Facility.

 Video

Mei & Erik’s concerns

https://www.youtube.com/watch?v=02O1DEoO6-

Q&feature=emb_logo

On admission, a family meeting was held. 

Amy, Mei and Erik met with members of the 

healthcare team and a medical interpreter.  

During the meeting, management of Amy’s 

symptoms and quality of life was discussed. 

Despite time allocated for Mei and Erik to 

ask questions during the meeting, Mei did 

not feel comfortable to speak up at this time 

and sat silently in the room. Erik worried 

that the information about his mother’s 

deteriorating illness was very difficult for 

Mei to listen to and accept.
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 Activity

Role play

1. In a group of 3, nominate people to role 

play Mei, Amy and the Enrolled Nurse

2. Consider the intercultural communication 

principles when communicating with a 

person whose second language is English

3. Outline strategies you would use to:

• Say ‘good morning’ 

• Assess for pain

• Explain how and why vital signs are 
taken

4. At the end of the role play, discuss with the 

larger group, the concerns and responses 

identified

Suggested strategies:

• Use cue cards or visual cues

• Slow down language

• Avoid jargon

• Ask one question at a time

• Check understanding

• Demonstrate use of equipment on 
another staff member 

• Gain consent

• Ask family how to say ‘good morning’ in 
Amy’s language

• Speak when sitting at same level and 
giving full attention to Amy and Mei.

 Thinking point

Reflecting on the case study

What information specific to Amy, Erik 

and Mei, would you provide to the medical 

interpreter, prior to the first meeting at the 

Aged Care facility?

Possible responses:

• Diagnosis, history and understanding 
of illness

• Dementia is a life-limiting illness

• Relationships of Amy, Mei and Eric and 
their understanding of the dementia

• Mei has been Amy’s primary carer

• Cultural and social norms for Amy, Mei 
and Eric such as activities Amy likes and 
food she prefers.
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 Transcript 

Individual care needs (4.18 mins)

Amy: Ling Li have you finished your school work already? Did 
you come straight home?

Eric: It’s me mum, it’s me Eric

Amy: Oh…Eric *Chinese* My son…

Nurse Unit Manager: Hi Amy, I 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: Yeah, 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?

Nurse Unit Manager: Yes. Although despite the cultural 
differences, it’s important to treat Amy as a person, take a 
meal to her and she can choose what she wants to eat.

Worker: Okay, I will

Worker: Hey Misha, could you clarify something for me. Now, 
I noticed that Amy’s mum Le Mei keeps a piece of jade under 
Amy’s pillow, but she also wears a cross around her neck. 
Now, what exactly does she believe in?

Nurse Unit Manager: I certainly don’t have one set of beliefs, 
do you?

Worker: No, not really

Nurse Unit Manager: Well just like you and me, Amy, Mei, and 
Eric are individuals. They’re likely to have a mix of traditional 
and non-traditional beliefs and customs. You’re actually 
asking the wrong person if you want to know exactly what 
they believe. You need to speak to them, ask them directly

Worker: Okay, okay, I get it

Nurse Unit Manager: Hi Tev, I was just in Amy’s room and I 
noticed the manual handling chart wasn’t there.

Physio: Yeah, 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: Yeah, I guess

Nurse Unit Manager: Remember also, this is a difficult time 
for them, as Amy’s condition has deteriorated. So I’m sure it 
helps them cope a little more with what’s happening. Even 
though language might seem like a barrier at times, if you talk 
to people as persons, share your concerns, get to know them. 
The differences aren’t that important.

Physio: Yeah, okay, good point. 

Nurse Unit Manager: Okay, see you later 

Physio: Alright, see ya.
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 Video

Case study: Individual care needs 

(4.18 mins)

https://www.youtube.com/

watch?v=F4pREpVD3vs&t=28s

Western societies tend to place emphasis on 

biomedical aspects of end of life care. Some 

other cultures place emphasis on the more 

holistic and spiritual aspects of care (Sun et al., 

2013). These beliefs can influence the way people 

seek assistance, make choices about their 

management and care and ultimately where they 

would like to die. Discussion should be held with 

the person with a life-limiting illness and their 

family to understand preferences for spiritual 

care. 

Respecting cultural diversity

 Thinking point

Reflecting on the case study

Watch Amy’s story on cultural and 

individual differences and consider the 

following questions:

Discuss how staff attitudes about Amy, 

Mei and Eric’s cultural practices could 

affect care given to Amy and her family.

A lack of understanding of the importance 

and significance of Amy, Mei and Eric’s 

cultural practices could affect the provision 

of care to meet their needs. Some staff 

may prefer to avoid addressing this 

important issue. Take the time and provide 

opportunities to have conversations about 

what is important to Amy.   Practise active 

listening, and be guided by Amy’s concerns 

and requests to ensure individualised and 

person-centred care.

It is important not to assume a person’s 

preferences on the basis of their cultural 

background.  Individualised discussion 

needs to occur between healthcare 

professionals and a person about their end-

of–life care (Halm, Evans, Wittenberg, & Wilgus, 

2012).

What strategies could you use as an 

Enrolled Nurse to ensure Amy’s spiritual 

needs are maintained? 

Suggested strategies include:

• Create a welcoming environment

• Use open and respectful 
communication - engage appropriately 
and respectfully in conversation when 
addressing Amy’s needs related to her 
spiritual concerns 

• If uncertain about Amy’s culture or 
belief, ask questions in a respectful way 
and provide opportunities to discuss 
spiritual and cultural issues in an open 
and non-judgmental manner

• Provide person-centred care - avoid 
stereotyping based on the culture and 
beliefs about that culture

• Provide literature and signs in Amy, Mei 
and Eric’s language

• Provide access to language interpreters

• Demonstrate respect by 
acknowledging spiritual preferences 
(including the presence of objects or 
religious artefacts) 

• Refer to the RN and consider referral to 
pastoral care, spiritual care workers, or 
traditional healers if further guidance 
is required

• Ensure conversations and individual 
preferences are documented and 
communicated within the treating 
team.
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Summary

In this session we looked at various methods of enabling effective communication between 

people of differing cultures, language and beliefs. We also looked at potential issues that may 

arise through these communications.

By observing Amy’s story, we explored the cultural differences that may arise during the 

palliative care process, gained a better understanding of them and looked out how best to 

approach such situations.
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The following video provides a suggested protocol for working 
with interpreters.

https://youtu.be/Q4voquDnkbM

Access your organisations policies and procedures and 
identify policies on the following:

• Cultural safety

• Using interpreters.

Resources
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At the completion of this session, you should be able to:

• Identify self-care strategies to manage the challenges that arise from 
interacting with people with life-limiting illness.

TOPIC 2 SESSION 5  
2.5 Awareness of self-care  

Understanding the importance 
of self-care

Caring for people with life-limiting illnesses may 

be stressful at times. There are many reasons for 

caregiver stress:

• Your own fears of dying and death

• Your own feelings of inadequacy

• Your own identification with a person’s 
suffering.

Caring for and communicating with people who 

have life-limiting illnesses and their families can 

have emotional and spiritual effects on you as 

the carer. Caring for people with life-limiting 

illness may put healthcare professionals at 

increased risk of stress, burnout or compassion 

fatigue. This may be due to the following factors 

which are unique to palliative care:

• Accumulated losses

• Emotionally charged care

• Sustained and exclusive focus on end-of-life 
illness and end-of-life care

• Your own concerns around dying and death 

(existential, spiritual, or personal). 

(Barrett & Yates, 2002; Girgis & Hansen, 2007) 

 Video

Expert opinion 1: 

Palliative care specialist discussing self-

care

https://www.youtube.com/watch?v=0kpQtnTBiew

 Transcript 

I think it’s important to come to terms with 

the fact that dying is very much a normal 

part of life and an inevitable part of life.  

Also that when you’re dealing with these 

patients, everything that you contribute 

is a positive, you’re making things better 

for patients and that’s a very positive thing 

to deal with as a person.  It is essential to 

maintain a balance between your work 

life and your home life and to be able to 

differentiate between the two. Also to feel 

able to discuss freely with your colleagues 

and team mates about difficult issues, and 

difficult cases, this may be in the form of a 

debriefing session or just discussions you 

might have with those members of the team 

that you relate to particularly well.
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When caring for people with life-limiting 

illnesses, it’s important to have realistic 

expectations of the degree of support you 

can provide. It’s also important to identify the 

most suitable sources of support for you, both 

personally and professionally. In line with the EN 

Standards for Practice, all staff dealing with the 

experience of dying and death are encouraged 

to seek professional support and resources that 

facilitate personal wellbeing and promote the 

safety of self and others (Nursing and Midwifery 

Board of Australia (NMBA), 2016).

 Additional resources 

Access the CareSearch website for further 

information on burnout, the factors that 

may contribute to it, and some self-care 

strategies.

https://www.caresearch.com.au/tabid/6344/

Default.aspx

 Activity

Drag and drop

Self-care strategies can be identified using 

three domains. Drag each of the strategies as 

they appear onto the correct space below.

Self-care strategies can be identified using 

the following domains (Mills, Wand, & Fraser, 

2017):

Adopting self-care strategies

Domains of self-

care strategies

Examples of self-

care strategies

Physical self-care 

strategies

Jogging

Hydrotherapy

Yoga

Social self-care 

strategies

Group debrief

Clinical supervision 

with colleagues

Spending time with 

friends or family

Group debrief

Clinical supervision 

with colleagues

Spending time with 

friends or family

Meditation

Mindfulness

Spiritual practice
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 Transcript  

Expert opinion 2: Self-care strategy and reflective practice 

(1:17 min)

Often you can be caring for a number of patients and you can 
just go on with your day to day routine with very little effect 
on yourself, but then again sometimes you might have one or 
two patients who get under your skin a bit, and you’ll find that 
you’ll be emotionally drained at the end of the day and you’ll 
need somebody to talk to, either a close friend or a colleague, 
and that’s often all you need.  The other thing that’s really 
important to remember is that death is the final stage of life 
and it’s an inevitable thing for all of us so that’s often how I do 
address it and how I learn to cope with my day to day routine 
working with patients who are dying.

The other thing that I really want to make people aware of is 
that we will all have problems in communicating with these 
patients and their families, and sometimes you actually 
beat yourself up a bit about it. But what you should do is 
acknowledge that maybe that wasn’t the best communication 
session that you had with the patient, critically look at what 
you’ve done, think about how you could do it better and use 
it to educate yourself and as a learning tool  just so that you 
can improve next time.

So realise that you’re human yourself, and that you made 
a mistake and can improve on how you communicate with 
patients and families.
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 Video

Expert opinion: Self-care strategy and 
reflective practice

https://www.youtube.com/watch?v=q0dmPW_

KovQ&feature=emb_logo

A healthcare professional talks about caring 

for people with life-limiting illness and how 

it affects them personally.

Reflective practice is a useful strategy when 

dealing with stressful situations and a useful 

self-care tool. Reflective practice allows insight, 

examines assumptions and helps healthcare 

professionals to gain a better understanding of 

why something occurred. 

Reflective practice is more than journaling or 

keeping a diary. There are a variety of models 

available, according to Taylor (Taylor, 2010) 

reflective practice involved the processes of 

experiencing, interpreting and learning. 

Experiencing

Retelling a practice story so that the experience/

event is revisited again in more detail...

‘what, when, where, who, why did the event 

happen?’

Interpreting

Clarifying and explaining the meaning of a 

situation in which communication led to action...

’what were external factors, my role, the other 

person’s role in the event?’

Learning

Creating new insights and integrating them into 

your existing awareness and knowledge...

‘what have I learnt and what changes can I make in 

the future, from this event?’

Reflective practice
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 Thinking point

Reflective practice 

Think back to a situation that you have 

been involved in, which caused you to feel 

uncomfortable. Using the template, write a 

reflection relating to the situation. 

Reflective practice template:

Print Resource

Reflective practice template
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Summary

In this session we looked at self-care strategies 

which help manage the challenges that arise 

from interacting with people with life-limiting 

illnesses. We explored various self-care 

strategies and how to implement them, and 

learned how reflective practice could be used 

to work through feelings that may be affecting 

you when interacting with a person living with a 

life-limiting illness. 

Debriefing

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 (Aucott et al, 2016):

• 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.

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 

judgment, 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.

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, bowling 
or a game in the park.
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Review the following resources for further information on self-
care, supporting others and grief support.

Palliative Care Australia

Self-care matters

https://palliativecare.org.au/resources/self-care-matters

Lifeline

A national charity providing all Australians experiencing emotional distress with 
access to 24-hour crisis support and suicide prevention services

https://www.lifeline.org.au/

Beyond Blue

Beyond Blue provides information and support to help everyone in Australia achieve 
their best possible mental health, whatever their age and wherever they live.

https://www.beyondblue.org.au/home

Resources
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To understand a person’s symptoms and identify appropriate 

symptom management strategies, a comprehensive, 

multidimensional approach to assessment is needed. 

Overview

Topic 3: Principles of symptom assessment and management 

aims to develop the knowledge and skills needed to identify the 

health needs of people with a life-limiting illness. You should 

also develop your understanding of the principles for managing 

common symptoms in palliative care.

Aims

After completing this topic, you should be able to:

• Develop an understanding of the principles for 
assessing and managing symptoms associated with life-
limiting illness

• Discuss the importance of the multidisciplinary team in 
symptom assessment and management.

TOPIC 3
Principles of symptom  

assessment and management



• w

TOPIC 3
Session overview

3.1 
Principles of 
assessment

• Describe the importance of impeccable 
and holistic assessments in palliative care

• Understand the association of trajectories 
and symptom assessment.

Impeccable palliative care assessment

Anticipating likely symptoms

Comprehensive and multidimensional 
assessments

Case study – Herbert’s story

3.2 
Assessing 
palliative 
symptoms

• Outline common palliative care symptoms

• Describe contributing factors which can 
influence the symptom experience of a 
person with a life-limiting illness

• Outline the importance of consistent 
assessment approaches including the use of 
validated palliative care assessment tools.

Common palliative symptoms

Ensuring consistent assessment 
approaches

Case study – Herbert six months later

3.3 
Evidence-
based 
symptom 
management

• Describe the key components of evidence-
based palliative symptom management

• Outline the process to develop the 
palliative care plan in collaboration with the 
multidisciplinary team, person with a life-
limiting illness and their family.

Palliative symptom management

Comprehensive symptom management in 
palliative care

Evidence-based palliative care

Expert opinion – The importance of 
evidence in palliative care

Case study – Herbert’s illness progresses

SESSIONS - OBJECTIVES - OVERVIEW



 
HLTENN010 mapping

 
Elements and Performance Criteria addressed in Topic 3:

 
Knowledge Evidence addressed in Topic 3:

Element 1: Recognise the special needs of a person requiring a palliative approach to care T3

PC1.1 Apply principles of palliative care and the palliative approach in undertaking holistic assessment of the person
3.1  
3.2  
3.3

PC1.2
Apply knowledge of pathophysiological changes associated with a life-limiting illness and the needs of the 

person

3.1  
3.2  
3.3

PC1.3
Assess a person’s pain management, and implement strategies to address pain and any medication-induced 

constipation in consultation with registered nurse

3.1  
3.3

PC1.4
Identify and respect the person’s needs in relation to their lifestyle, social context and emotional and spiritual 

choices, and document these in accordance with care plan

3.1  
3.2  
3.3

PC1.5
Identify and work within roles and responsibilities of the inter-disciplinary team when planning palliative care 

for the person
3.2

PC1.6 Apply in own practice an awareness of the psychosocial impact of palliative care on the person’s family or carer. 3.2

Element 3: Identify and respond to signs of deterioration and the stages of dying T3

PC3.1
Apply knowledge of the physiology of dying in supporting the person, family or carer as they experience the 

person’s dying process.

3.2  
 3.3

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: 

T3

KE1 Knowledge of how to identify needs of the person, family or carers during the palliative approach to healthcare
3.1  
3.2 
3.3

KE3 Knowledge of diverse cultural, religious and spiritual factors underpinning the person’s choices at end-of-life
3.1  
3.2

KE 6b Knowledge of pain management including common non-pharmaceutical and complementary care 3.3

KE10 Knowledge of own role and responsibilities, and those of other team members involved in palliative care
3.1  
3.2 
3.3

KE11 Knowledge of relevant organisation policies, procedures, protocols and practices in relation to palliative care
3.1  
3.3
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Impeccable palliative care 
assessment

Impeccable assessment is identified by the WHO 

(World Health Organization, 2017) as an integral 

part of palliative care. Impeccable assessment 

assists to relieve the suffering of a person with a 

life-limiting illness. 

Assessment is important in all healthcare, 

however impeccable assessment is imperative 

to palliative care due to the prevalence and 

complex nature of symptoms in many life-

limiting illnesses.

What ensures the  
assessment is impeccable?

Standard 3 of the National Palliative 
Care Standards refers to key defining 
characteristics of ongoing and 
comprehensive assessment in palliative care. 

Impeccable palliative care assessment is:

• Comprehensive – including but not limited 
to shortness of breath, nausea, fatigue and 
weakness, anorexia, insomnia, anxiety, 
depression, confusion and constipation

• Delivered in a timely way and actions are 
documented

• Frequently undertaken and reassessed 
regularly, and as needed 

• Holistic (physical, emotional, social and 
spiritual)

• Inclusive of carers and family’s needs 
(ie, the capacity of the family is routinely 
included in assessment to ensure they are 
able to secure the supports they require to 
meet their needs)

• Uses validated assessment tools.

 (Palliative Care Australia, 2016; World Health 

Organisation, 2017).

At the completion of this session, you should be able to:

• Describe the importance of impeccable and holistic assessments in  
palliative care

• Understand the association of trajectories and symptom assessment.

TOPIC 3 SESSION 1  
3.1 Principles of assessment 
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Different life-limiting illnesses are associated with different patterns of illness. These patterns, 

referred to as illness trajectories, indicate the likely path a person may experience.

Table 1: Types of chronic disease trajectories (Permission granted AIHW Nov 2016).

Illness trajectories

Body function 

declines rapidly and 

shows no sign of 

recovery

TYPES OF CHRONIC DISEASE TRAJECTORIES

Short period of 
evident decline
 (e.g. Cancer).

Body function declines 
rapidly and shows no 

sign of recovery.
Functional 
capacity

Time 
period

Pattern
 of illness 
leading to 

death

Relatively short time period 
between onset of functional 

decline and death.

Longer time period 
between onset of

 condition and death.
Longest time period of 
all chronic conditions.

Body function low with 
further decline progressing 

slowly over time.

Body function slowly declines 
with intermittent sudden 

decline but some recovery 
after each episode.

Long-term limitations with 
intermittent serious episodes 
(e.g. heart and lung failure).

Prolonged decline
 (e.g. frailty and dementia).

High

Low Time

Fu
nc

tio
n

Death

High

Low Time
Fu

nc
tio

n
Death

High

Low Time

Fu
nc

tio
n

Death

Relatively short 

time period 

between onset of 

functional decline 

and death

Short period of evident decline 

(eg,cancer)

Body function 
slowly declines with 
intermittent sudden 

decline but some 
recovery after each 

episode

TYPES OF CHRONIC DISEASE TRAJECTORIES

Short period of 
evident decline
 (e.g. Cancer).

Body function declines 
rapidly and shows no 

sign of recovery.
Functional 
capacity

Time 
period

Pattern
 of illness 
leading to 

death

Relatively short time period 
between onset of functional 

decline and death.

Longer time period 
between onset of

 condition and death.
Longest time period of 
all chronic conditions.

Body function low with 
further decline progressing 

slowly over time.

Body function slowly declines 
with intermittent sudden 

decline but some recovery 
after each episode.

Long-term limitations with 
intermittent serious episodes 
(e.g. heart and lung failure).

Prolonged decline
 (e.g. frailty and dementia).

High

Low Time

Fu
nc

tio
n

Death

High

Low Time

Fu
nc

tio
n

Death

High

Low Time

Fu
nc

tio
n

Death

Longer time 
between onset of 
illness and death

Long-term limitations with 
intermittent serious episodes   

(eg, heart and lung failure)

Body function low 
with further decline 
progressing slowly 

over time

TYPES OF CHRONIC DISEASE TRAJECTORIES

Short period of 
evident decline
 (e.g. Cancer).

Body function declines 
rapidly and shows no 

sign of recovery.
Functional 
capacity

Time 
period

Pattern
 of illness 
leading to 

death

Relatively short time period 
between onset of functional 

decline and death.

Longer time period 
between onset of

 condition and death.
Longest time period of 
all chronic conditions.

Body function low with 
further decline progressing 

slowly over time.

Body function slowly declines 
with intermittent sudden 

decline but some recovery 
after each episode.

Long-term limitations with 
intermittent serious episodes 
(e.g. heart and lung failure).

Prolonged decline
 (e.g. frailty and dementia).

High

Low Time

Fu
nc

tio
n

Death

High

Low Time

Fu
nc

tio
n

Death

High

Low Time

Fu
nc

tio
n

Death

Longest time 
period of all chronic 

illnesses

Prolonged decline  
(eg, frailty and dementia)

Adapted from 'Australia's Health 2016', by Australian Institute of Health and Welfare. (2016). Canberra.

Functional capacity Time period
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Most life-limiting illnesses, with specific illness 

trajectories, can follow several possible clinical 

courses. Often the course is not a series of 

well-marked events. However understanding 

common patterns of illness can guide your 

decision of which questions to ask and which 

assessments to prioritise (Beernaert et al., 2016).  

For example, fatigue, anorexia and pain are 

experienced by 70-90% of people with advanced 

cancer (Aranda, 2003). 

Anticipating  
likely symptoms

 Teacher notes

It is important to acknowledge that whilst 

understanding common patterns is useful, 

a person’s symptoms don’t always follow a 

predictable path. 

This is because:

• Symptoms are subjective ie, 
experienced differently by each person

• Symptoms are multidimensional ie, 
having multiple contributing factors 
and effects.

A comprehensive and multidimensional 

assessment is required to develop a 

management plan for identified symptoms. 

This is because each symptom can have 

different causes, effects and meanings. 

The comprehensive assessment provides 

information needed to develop an 

individualised management plan.

Comprehensive assessments involve gathering 

data from a range of sources such as interviews, 

physical examination and clinical investigations 

to aid in the evaluation of:

• Characteristics of the symptoms such 
as intensity, location, quality, temporal 
nature, frequency, and associated pattern of 
disability

• Contributing factors (different causal 
mechanisms usually require different 
management responses)

• Behavioural responses to the symptom 
such as the actions that the person is taking 
to manage or cope with the symptom

• The meaning of the symptom to the 
person, including beliefs about the symptom 
and the effect on the person's physical, 
psychological and social well-being.

Identifying the characteristics of symptoms may 

help determine the cause of the concern, and 

understand the effect on the person.  

For example:

• Assessment of pain quality allows for a 
clinical diagnosis of the type of pain and 
subsequently an appropriate treatment plan

• Assessment of how a person is managing 
their pain helps determine treatment 
preferences and develop an appropriate plan 
for involving them in their care

• Assessment of the impact of pain helps 
determine an appropriate plan of care to 
minimise its effects.

Comprehensive and 
multidimensional assessments
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There are many factors that contribute to 

symptoms and how they are felt, including 

physical, social and psychological factors. 

For example, a person is likely to be more 

sensitive to pain due to a lack of sleep. 

Other factors that may contribute to symptoms 

include:

• Cultural issues

• Physical

• Unique personal aspects

• Stimulus

• Spiritual 

• Social

• Coping strategies

• Psychological 

• Beliefs / concerns

• Other physical symptoms.

 Activity

Breathlessness

Write some examples of possible physical, 

social and psychological factors that may 

contribute to the symptom of breathlessness 

and how it is experienced. 

Physical factors

• Fatigue

• Shallow breathing

• Chest pain

• Wheezing

Social factors

• Relationship problems

• Loss of work

• Change of family role

Psychological factors 

• Anxiety

• Uncertainty

• Anger

• Depression.

Symptoms can affect and can be caused 

by more than one factor. For example, 

breathlessness can affect a person’s physcial 

and psychological wellbeing, and in turn, 

can be caused by a physical reason and  

exacerbated by a psychological factor. 

Multidimensional  
symptoms
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 Transcript  

Meet Herbert (1.36 mins)

We just got back from our holiday up north; it was 

earlier than we had planned because when we 

were traveling I was much more tired than usual. 

I was struggling to get my breath even when I 

wasn’t doing very much. I’ve had heart problems 

for years and a heart attack when I was fifty-five, 

too much pressure in my job in the bank, after that 

they told me that I had high blood pressure, that I 

had to take things easy, change my diet and get a 

bit more exercise. Despite that the damage must’ve 

been done because two years into retirement I had 

another problem, they said it was heart failure. Now 

I’ve always known that apart from a heart transplant 

that might happen one day. You’ve got to live a little 

differently, so I don’t overexert myself, and I’ve got a 

lot of living to do.
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 Activity

Subjective or objective?

To further understand Herbert’s needs, a 

comprehensive assessment is required, by 

looking at both subjective and objective data. 

Select the appropriate symptom type below. 

Correct answers in italics.

• Herbert – ‘I’m struggling to breathe’. 
Subjective or objective? 

• Herbert – Respiratory rate of 28 
Subjective or objective? 

• Herbert – Herbert wheezes on 
inspiration 
Subjective or objective? 

• Herbert – ‘I’m feeling tired’. 
Subjective or objective? 

 Video

Case study – Meet Herbert

https://www.youtube.com/watch?v=wklQ0JII0mc

Herbert and his wife are self-funded retirees 

who spend their winter in the north of 

Australia to escape the cold. On his most 

recent holiday, Herbert noticed he was much 

more tired than usual. He seemed to have 

trouble catching his breath and needed to 

sleep on extra pillows.

He was diagnosed with systolic heart 

failure five years ago. His heart failure was 

initially classified as Class II Heart Failure 

using the New York Heart Association 

(NYHA) Classification System (National 

Heart Foundation of Australia & Cardiac Society of 

Australia and New Zealand (Chronic Heart Failure 

Guidelines Expert Writing Panel), 2011).  Since 

diagnosis his heart failure has been well 

controlled with medication.
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Search for Heart Failure on the CareSearch 

website www.caresearch.com.au under Clinical 

Evidence. Read about Heart Failure. Read 

further about Symptoms & Patients’ Experience 

from the link of the CareSearch Heart Failure 

page. 

People with heart failure are usually classified 

according to the severity of their symptoms. 

The table below describes the most commonly 

Understanding Herbert’s illness experience

used classification system, the New York Heart 

Association (NYHA) Functional Classification, 

which places people in one of four categories 

based on how much they are limited during 

physical activity (National Heart Foundation of 

Australia & Cardiac Society of Australia and New Zealand 

(Chronic Heart Failure Guidelines Expert Writing Panel), 

2011).  Herbert was initially classified as Class II 

heart failure.

Table 2: New York Heart Association (NYHA) Functional Classification

Class Symptoms

I

No limitation on physical activity

Ordinary physical activity does not cause undue fatigue, palpitation, dyspnoea 

(shortness of breath)

II

Slight limitation of physical activity

Comfortable at rest

Ordinary physical activity results in fatigue, palpitation, dyspnoea.

III

Marked limitation of physical activity

Comfortable at rest

Less than ordinary physical activity causes fatigue, palpitation, dyspnoea.

IV

Unable to carry out any physical activity without discomfort

Symptoms of heart failure at rest

If any physical activity is undertaken, discomfort increases.

Reproduced from: National Heart Foundation of Australia and the Cardiac Society of Australia and New Zealand 

(Chronic Heart Failure Guidelines Expert Writing Panel). Guidelines for the prevention, detection and management of 

chronic heart failure in Australia. Updated October 2011.
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 Activity

Subjective or objective?

Herbert’s likely symptoms

What were Herbert’s likely symptoms when 

he was initially classified as having Class II 

Heart Failure? 

Answers:

• Slight limitation of physical activity

• Comfortable at rest

• Ordinary physical activity results in 
fatigue

• Heart palpitations

• Dyspnoea (shortness of breath).
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The level of care required by the person 

with heart failure changes across the disease 

trajectory. As a person’s heart failure progresses 

and deteriorates, goals of care gradually 

shift from attempting to stabilise their illness 

to maximising comfort. The phases of care 

throughout the trajectory of heart failure, have 

been defined, and provide a useful description 

of the experiences and care requirements 

for people with heart failure. Integration of 

palliative care is recommended to support 

people and their families, where death is 

anticipated within 12 months, and who have 

advanced symptoms that haven’t responded well 

to treatment (CareSearch, 2017b; Jaarsma et al., 2009; 

Scott A. Murray, Kendall, Boyd, & Sheikh, 2005; Scott. A. 

Murray et al., 2007).

Stage 1: Chronic disease management phase

• Person has NYHA Functional Classification 
I-III symptoms

• The goals of care include active monitoring, 
effective therapy to prolong survival, 
symptom control, patient and carer 
education, and supported self-management

• Individuals are given a clear explanation of 
their condition including its name, aetiology, 
treatment, and prognosis

• Regular monitoring and appropriate review 
according to national guidelines and local 
protocols.

Stage 2: Supportive and palliative care phase

• Person has NYHA Functional Classification 
III-IV symptoms

• Admissions to hospital may indicate this 
phase is likely

• A key professional is identified in the 
community to coordinate care and liaise with 
specialist heart failure, palliative care, and 
other services

• The goal of care shifts to maintaining optimal 
symptom control and quality of life

• A holistic, multidisciplinary assessment of 
the person and carer needs takes place

Heart failure illness trajectory 

• Opportunities to discuss prognosis and the 
likely course of the illness in more detail 
are provided by professionals, including 
recommendation for completing an advance 
care plan

• Out-of-hours services are documented 
in care plans in the event of acute 
deterioration.

Stage 3: End-of-life care phase

• Person has intractable NYHA Functional 
Classification IV symptoms

• Clinical indicators include, despite maximal 
treatment; renal impairment, hypotension, 
persistent oedema, fatigue, anorexia

• Heart failure treatment for symptom 
control is continued and resuscitation status 
clarified, documented, and communicated to 
all care providers

• An integrated care pathway for the dying 
may be introduced to structure care 
planning

• Increased practical and emotional support 
for carers is provided, continuing to 
bereavement support

• Provision of and access to the same levels of 
generalist and specialist care for patients in 
all care settings according to their needs.

(Scott. A. Murray et al., 2007)
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 Activity

Herbert’s trajectory

How does understanding Herbert’s disease 

trajectory assist in his care and assessment?

Suggested response:

Understanding common patterns of illness 

can guide your decision about which 

questions to ask and which assessments 

to prioritise to better understand 

symptoms. The healthcare team can pre-

empt requirements for specialist services, 

community supports, and carer supports.  

 Activity

Herbert’s symptoms

By reflecting on common patterns of disease 

and symptom progression in people with 

heart failure, it is realistic to anticipate that 

Herbert may experience:

• Reduced life expectancy

• Social isolation

• Fear

• Loss of control

• Life disruption

• Uncertainty about prognosis

• Depression 

• Pain

• Fatigue

• Shortness of breath

• Cachexia

• Insomnia.

Herbert may experience any or all of these 

symptoms.

Summary

In this session the importance of impeccable and holistic assessments in palliative care was covered, 

and the key elements of palliative symptom assessment were outlined. 

Herbert’s story allowed us to observe the principles of a comprehensive assessment and how various 

personal and external factors may influence how a persn experiences an illness and its related 

symptoms. 
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Resources

View the following resources for more information on the 
assessment of heart failure:

Heart Foundation

Visit the website to understand more about heart failure and heart health

https://www.heartfoundation.org.au/conditions/heart-failure

CareSearch

Visit the CareSearch webpage to learn more about heart failure, prevalence, 
definitions and prognosis and the need for palliative care

https://www.caresearch.com.au/tabid/6226/Default.aspx
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At the completion of this session, you should be able to:

• Outline common palliative care symptoms

• Describe contributing factors which can influence the symptom 
experience of a person with a life-limiting illness

• Outline the importance of consistent assessment approaches 
including the use of validated palliative care assessment tools.

TOPIC 3 SESSION 2  
3.2 Assessing palliative symptoms

Common palliative symptoms

People with life-limiting illness may experience 

a range of symptoms and clinical problems 

depending on the underlying pathology of the 

disease, co-morbidities and other psychological, 

social, and environmental factors. Preventing, 

minimising and treating these symptoms is an 

important component of palliative care and 

promoting quality of life.

Some of the most common palliative symptoms 

include:

• Anorexia

• Nausea and vomiting

• Constipation

• Pain

• Delirium

• Fatigue

• Dyspnoea and breathlessness.

Some of the most common psychological 

symptoms include:

• Emotional distress

• Anxiety

• Depression. 

(CareSearch, 2017c).

Understanding how the 
symptom developed

To assess a symptom, the overall symptom 

picture needs to be understood, including 

how the symptom developed. Three common 

questions to assist in understanding symptoms, 

are:

• Is it a new symptom?

• Is it an exacerbation of an existing symptom? 

• Is it a rapid change or deterioration in 

general of their condition?
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Print resource

Exploring the impact of symptoms template       

Enrolled Nurse Toolkit 

Topic 3 Session 2  
3.2 Assessing palliative symptoms 

Exploring the impact of symptoms template 
Consider the impact of symptoms on a person’s ability to function across all daily living 
activities and explore the effect of symptoms across all domains of health including physical, 
psychological, social, spiritual and cultural. 

Symptom Physical Psychological Social Cultural Spiritual 
Breathlessness Reduced ability 

to climb the 
stairs 

Increased 
anxiety 

Reduced ability 
to socialise 
(unable to eat 
normally) 

Changing roles 
and loss of 
independence 

Fear of dying 
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 Activity

Exploring the impact of symptoms 

Consider a time when you or a person (from 

placement or personal experience) was 

breathless.

Try and think how the following activities are 

affected by breathlessness, are they:

• Not at all affected

• Somewhat affected

• Severely affected?

Activities to consider:

• Going out to eat

• Toileting

• Taking a shower

• Going to church

• Sleeping

• Drinking 

• Walking

• Reading a book

• Walking up stairs

• Talking

• Getting dressed.

How does gaining this information about 

symptoms assist in a person’s care?

 Teacher notes

There are no right or wrong answers to 
where the activities sit. 

This activity encourages students to reflect 
on how the symptom experience may be 
different for every person. Individualised 
assessment is required to understand 
the impact and determine unique needs. 
Students should also consider how 
symptoms can affect more than one 
dimension and can be caused by more than 
one dimension. Pain can affect physical as 
well as psychological wellbeing and can 
be caused by a physical complaint as well 
as exacerbated by a psychological factor       
(eg, anxiety).

This activity can be repeated with any other 
symptom. Encourage students to explore 
the impact of symptoms on a person’s 
activity and experiences across all domains 
of health. 

Access the print resource ‘Exploring the 
impact of symptoms template’. 

This template may be printed for face-to-
face teaching.
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People will experience symptoms in unique and 

different ways. Each person will have a separate 

set of circumstances and experiences which may 

influence their particular response to symptoms, 

as well as the severity of the symptoms 

themselves (Palliative Care Expert Group, 2016).

Such factors could be:

• Spiritual concerns –existential distress  

• Psychological symptoms – anxiety, 
depression, fear

• Cultural issues (communication 
difficulties)

• Perceived meaning of the symptom

• Other comorbidities causing other 
symptoms

• Social difficulties – loss of control, loss of 
income, change of family role, clinic waiting 
times

• Opioid use – fear, myths, past experience, 
incorrect dose

• Age of the person

• Performance status.

Taking and documenting a history, including 

considering the persons description of the 

symptom and what exacerbates or relieves 

it, past treatments that have worked or not 

worked and the impact of the symptom on the 

person are important elements of palliative care 

assessment.

Contributing factors Consistent assessment 
approaches

Routine assessment of symptoms using 

recognised assessment tools is a core 

component of palliative care. There are a range 

of assessment tools that can be used in routine 

practice to identify symptoms. 

Using validated assessment tools promotes:

• A level of security and understanding 
for the person and their carers, that the 
multidimensional aspects of symptoms are 
being thoroughly considered on a regular 
basis and their care is consistent and 
coordinated

• Cohesive language of reporting between 
health professionals provides an accurate 
and concise picture of the person’s 
symptoms and comfort level

• A systematic approach to assessing the 
multi-dimensional aspects of symptoms 
(comprehensive and thorough)

• Familiarity of the tool by the entire 
healthcare team ensures efficient, timely 
and continuous method of reporting and 
referring between team members.

(Bostanci, Hudson, & Philip, 2012; Rawlings, Hendry, 

Mylne, Banfield, & Yates, 2011).
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Palliative assessment tool examples

Commonly used assessment  
tools in palliative care 

Purpose

Needs Assessment Tool: Progressive 
Disease (NAT: PD) (Centre for Health 

Research and Psycho-oncology, 2010)

Commonly used by generalist services to determine which 

needs may be met in a generalist setting and which needs 

are be more complex and may be better managed by 

specialists

Palliative Care Problem Severity Score 
(PCPSS) (Palliative Care Outcomes 

Collaboration, 2021)

Commonly used by specialist palliative care services to 

describe the overall measure of problems experienced by 

the person

Symptom Assessment Scale (SAS) 
(Palliative Care Outcomes Collaboration, 

2021)

Commonly used by specialist palliative care services to 

understand the degree of distress related to common 

palliative care symptoms

Functional Assessment in Palliative 
Care (RUG- AL & AKPS) (Palliative Care 

Outcomes Collaboration, 2021)

Commonly used by both generalist and specialist palliative 

care services to measure performance/function/ability to 

manage activities of daily living (ADLs)

Distress Management Tool (Distress 

Thermometer) (NCCN Guidelines 

Version 2.2013 Panel Members Distress 

Management, 2013)

Commonly used by specialist palliative care services to 

identify distress levels and prompt communication.

Adapted from ‘Clinical tools to assist with specialist palliative care provision,’ by Bostanci, A., Hudson, P., & Philip, J. (2012), and ‘Using 
palliative care assessment tools to influence and enhance clinical practice,’ by Rawlings, D., Hendry, K., Mylne, S., Banfield, M., & Yates, 
P. (2011). Home Healthcare Nurse, 29(3), 139-145.
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 Transcript   

Symptom Assessment Scale (SAS) (2.45 mins) 

Palliative Care Outcomes Collaboration

The Symptom Assessment Scale or SAS is a person rated tool 
assessing symptom distress relating to individual symptoms. 
It has seven items shown to be the most common symptoms. 
Further symptoms may be added on the scale. The seven 
common symptoms are pain, difficulty sleeping, appetite 
problems, nausea, fatigue, breathing problems, and bowel 
problems. 

Using the SAS it is possible to identify the effectiveness 
of clinical interventions, as well as measure changes, 
improvements or deterioration. It further identifies the 
person’s priorities in terms of distress, tracking individual 
symptoms over time.

Each symptom is rated on a scale from 0-10. Score zero 
if the symptom is absent. The degree of distress towards 
each symptom is rated on a scale from 1-10, with one being 
mild and ten being the worst possible experience with that 
symptom. A numerical rating scale and a brochure called                          
‘Talking about your symptoms’ are located on the PCOC 
website.

The assessor should enquire about each symptom. This can be 
integrated into conversation with the person or by referring 
to previous scores. Questions and communication are a vital 
part of using the SAS.

A proxy can be used if the person is unable to rate symptom 
distress due to delirium or where there is a communication 
barrier or a physical barrier such as a end-of-life phase. A 
proxy is someone who can answer the SAS items from the 
person’s perspective. In these situations, the assessors own 
observations of the person should also be noted.  An example 
of a question posed to a proxy may include, ‘I’m not observing 
any signs of distress relating to pain from your mother today. 
Do you feel that a score of 0, being no pain, is correct or have 
you observed signs of distress that could be related to pain?’ 

A common problem with proxy assessments occurs in relation 
to fatigue and appetite in the end-of-life care phase. The 
assessor must consider if either of these symptoms would 
cause the patient distress at this time. Absent or low SAS 
scores for both fatigue and appetite is expected in the end-of-
life care phase. If family or a carer is distressed about these 
symptoms, their concerns can be included in your PCPSS 
assessment by recording moderate or high for family or carer.

‘Symptom Assessment Scale (SAS) Video,’ by Palliative Care Outcomes 

Collaboration (Producer). (2016). Retrieved from www.pcoc.org.au 
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 Video

Symptom Assessment Scale video

https://youtu.be/Xk3pEsrLvzE

Watch PCOC’s Symptom Assessment 

Scale video which describes use of the tool. 

(Palliative Care Outcomes Collaboration, 

2021)

Symptom Assessment Scale (SAS)

The Symptom Assessment Scale (SAS) is a tool 

commonly used in palliative assessment. 

The SAS: 

• Is rated by the person with a life-limiting 
illness rather than a clinician

• Assesses the degree of distress relating to 
individual symptoms

• Identifies the person’s priorities relating to 
indivdiual symptoms

• Is conducted at least daily if the person is 
an inpatient and when a change occurs with 
individual symptoms 

• Is conducted at each consultation or home 
visit if the person is in a community setting.
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 Transcript   

Herbert’s story: six months later (2.27 mins)

Nurse: Bert can you just tell me how you’ve been feeling the 

past few days?

Herbert: Not good really, I was better a few days ago, but 

today not right.

Nurse: That doesn’t sound good, can you tell me a bit more 

about what’s been happening?

Herbert: Well it’s this damn breathing really. I can’t move 

around the house without puffing, like a steam train. Like I’ve 

run up a flight of stairs or something. Of course I haven’t but I 

might’ve just got up to go to the toilet or something like that.

Nurse: So when you sit back down again, how long does it 

take you to catch your breath?

Herbert: I try and tell myself breath in and out slowly; one of 

the physios told me to do that. Partly my own fault, sometimes 

I try to do too much. Starts off okay, then it catches up with 

me.

Nurse: It’s going to be important to pace yourself and so we’ll 

need to look at some ways in which you can conserve your 

breathing and conserve your energy. Is there anything that 

makes you feel better or worse?

Herbert: Most activity really. I’m mostly better sitting down 

doing nothing, but I find it very hard to do that. Tired, I’m 

always tired; I go to bed at night, I’m tired. I get up in the 

morning I’m tired. It’s not the sort of tired that sleep seems 

to do anything for, so frustrating. I’m a man of action. Sitting 

around doing nothing, drives me mad.

Nurse: That sounds pretty rough. It’s fairly common for 

people with heart failure to have feelings of overwhelming 

tiredness. How’s your appetite going?

Herbert: Poor appetite really, I drive Molly nuts. She tries 

really hard to accommodate what I feel like eating; but it’s 

partly my own problem. I used to be a meat and potatoes 

man, now I’m just having snacks. I make myself eat sometimes 

because of the diabetes but there’s not much pleasure in it 

anymore.
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 Video

Case study: Herbert’s story:  

Six months later

https://www.youtube.com/watch?v=aP_ONRP97i0

Herbert was introduced in the last video as 

a self-funded retiree with heart failure that 

had progressed and had been re-classified 

from Class II to Class III Heart Failure using 

the NYHA Functional Classification system. 

It has been six months since Herbert was 

told that his heart failure was progressing. 

His heart failure continues to worsen 

and he’s upset that the symptoms he 

is experiencing are stopping him from 

spending time with his friends and doing 

what he enjoys. 

He’s particularly bothered by his fatigue 

and his breathing problems. As part of 

his assessment, Herbert is asked about 

his appetite. He states that he has a poor 

appetite and although he tries to eat, he 

feels that there; 

‘isn’t much pleasure in it anymore’. 
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Resources

This session identified some common palliative assessment tools. 

View the video below from the PCC4U Care Worker Toolkit to see 
the Symptom Assessment Score being obtained.

Jenny uses the Symptom Assessment Scale to assess Ben video

YouTube (4:28 min).

https://www.youtube.com/watch?v=5OQoZBk3oYg&t=2s
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At the completion of this session, you should be able to:

• Describe the key components of evidence-based palliative symptom 
management

• Outline the process to develop a plan of care in collaboration with the 
multidisciplinary team, person with a life-limiting illness and their family.

TOPIC 3 SESSION 3  
3.3 Evidence-based symptom management 

Palliative symptom management

Symptom management is sometimes called 

‘symptom control’ or ‘palliative interventions’. 

Many palliative conditions have complex 

symptoms and unrelieved symptom issues may 

have a negative impact on a person’s quality of 

life.

There are six steps to symptom management in 

palliative care:

1. Assessment

• Consider the person’s description, including 
severity and exacerbating or relieving 
factors

• What treatments (pharmacological, non-
pharmacological and complementary) have 
been tried and the outcome?

• What is the impact of the symptom on the 
person?

• Is there a reversible cause?

2. Explanation

• Provide clear explanations about the causes 
of the symptoms to the person, family and 
carers

• A new symptom does not necessarily mean 
the disease is worse, however if it does, 
be prepared to discuss goals of care and 
priorities.

3. Discussing goals of care

• What are the goals of care for the person 
and family/carers when considering 
symptom management options?

• Discuss possible symptom management 
options based on individual care needs

• Facilitate a multidisciplinary approach and 
include the family or carers in discussions as 
appropriate.

4. Setting a management plan

• Consider weighing benefits against burdens 
for each person

• Encourage the person to be involved in 
decision-making regarding their management

• Use a proactive approach to symptom 
management in care planning

• Consider social, spiritual, existential, cultural 
and geographical concerns that may affect 
symptoms.

5. Implementing the management plan

• Provide clear instructions to the person and 
families and carers regarding proposed care 
plan

• Consider what information needs to be 
communicated to the community to provide 
the care in a timely manner.

6. Monitoring the management care plan

• Provide a proactive approach with frequent 
review and reassessment

• Ensure the person understands when, by 
whom and where they will be followed up

• Fine tune the management plan based on 
individual responses to treatment

• Be aware of the changing needs of 
the deteriorating person and ensure 
management plan is flexible and adaptable to 
the stage of the person’s needs.

Adapted from ‘Principles of symptom management. 
Therapeutic Guidelines: Palliative,’ Palliative Care Expert 
Group, (2016), 135-143.
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Comprehensive symptom 
management in palliative care

Palliative symptom management may differ 

depending on a range of factors, including 

the stage of a person’s condition, as well 

as their personal wishes and preferences. 

There are three approaches which underpin 

comprehensive symptom management:

Integrated 

Involves multidimensional symptom assessment 

and management. For example, pain 

management may include both opioid analgesia 

and education for relaxation strategies to 

manage the anxiety related to uncontrolled pain.

Targeted 

Directed at specific causal mechanisms and 

factors contributing to the problem. For 

example, different pharmacological agents might 

be needed to target different mechanisms or 

types of pain.

Tailored 

Suitable for individual circumstances, beliefs 

and preferences. For example, people who 

do not have caregivers or adequate financial 

resources may require additional support from 

the multidisciplinary healthcare team.

Developing a plan

Decisions about how symptoms are managed, 

are documented within the plan of care.

The process of developing a comprehensive plan 

for  symptom management involves:

• A thorough, holistic assessment

• Identification of appropriate interventions, 
based on the assessment

• Awareness of best practice and latest 
evidence

• Consideration of the person’s preferences 
and goals of care

• Implementation of the interventions

• Ongoing evaluation of outcomes of the 
interventions.

(CareSearch, 2021).
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 Transcript   

Expert opinion: The importance of evidence-based palliative 

care (3.47 mins)

Known hyperlink conflicts with the Dr Currow video link. 

Please see the revised version 3 EN Toolkit for the updated 

‘Why is evidence important?’ link.

Evidence-based practice in palliative care is all about ensuring 
that we are providing the best possible quality of care. It 
is taking the evidence from the population we serve and 
ensuring the next person we see has that evidence applied 
in our thinking about their care, in our planning of their care. 
As we look to quality of care for the patients we serve, the 
real opportunity is to ensure given the short period of time 
in which we have contact that we provide the best possible 
interventions that are going to predictably provide net clinical 
benefit to this person. 

Accessing quality information for all health professionals is an 
enormous challenge. We’ve got resources like the Cochrane 
database of systematic reviews which are at least synthesising 
a lot of the information for us. But we’ve got resources like 
CareSearch. We can synthesise huge amounts of information 
in real time. As you log on today you get today’s best evidence, 
the most up to date information possible. 

The evaluation of evidence on the CareSearch website occurs 
at several levels. We’ve got the direct Pubmed searches which 
provide you with instant, real time information. This uses the 
National Institute of Health’s library from the United States 
for all information that is currently available in peer reviewed 
journals. At another level, we’ve got the grey literature 
which has used a cohort of volunteers across Australia to 
evaluate abstracts from almost thirty years of conference 
presentations in Australia that may have relevance to 
palliative care. At another level we have doctoral and masters 

theses from around Australia on the website that each of us 
can look at, read and evaluate. 

As we think about the best evidence for care for people at 
the end of life, we need to think about where that person is. 
Are they at home, in a hospital, in a hospice, in an aged care 
facility? And each of the healthcare professionals in those 
settings will need information that is generic to palliative care 
but also information that is unique to that particular setting of 
care. 

One of the big opportunities for palliative care that has 
been demonstrated in research we’ve done is improving 
the information available to families and to carers. And 
CareSearch specifically addresses those needs and we’d 
like health professionals to be aware of those resources so 
they may direct patients, families and patients carers to that 
information to use. 

Applying new information to practice is really quite difficult 
for health professionals. We spend a lot of energy generating 
quality knowledge about how to treat, for example, 
symptoms. But having generated that knowledge, we then 
expect clinicians are going to be able to find that knowledge 
and apply it to their practice on a day to day basis. CareSearch 
is working to make sure we can harvest all that information, 
find it easily and we’re now starting to work at how to apply 
that in practice on a day to day basis. But that’s a challenge. 
If we have been in established practice, what our mentors 
taught us, what we learned in our training program is largely 
what we will take through our clinical practice. So CareSearch 
is working with a community of practice to better find the 
information and look at ways of applying that in practice on a 
day to day basis.
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 Activity

The importance of evidence 

Let’s review how evidence and reputable 

information can benefit palliative care. 

Review the benefits highlighted by 

Professor Currow.

• Best possible quality palliative care

• Best possible interventions that are 
going to predictably provide clinical 
benefits 

• Application of evidence to planning of 
care

• Access to information specific to 
settings of care (aged care facility, 
community etc,)

• Improved availability of information for 
the person and their families and carers

• Application of new information to 
practices (for example management of 
symptoms) and integrate into practice 
on a daily basis.

Palliative symptom management must consider 

evidence in many forms. The randomised 

controlled trial is usually seen as the gold 

standard for obtaining evidence about any 

intervention. However, there are lots of different 

types and sources of evidence that can inform 

clinical decision making.

CareSearch palliative care knowledge network 

is an online resource consolidating evidence-

based and quality information for various 

groups within the palliative care community. 

(CareSearch, 2021).

The importance of  

evidence-based palliative care
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 Transcript   

Herbert’s illness progresses (2.15 mins)

Doctor: Could you tell me about the main problems you’ve 

been having, the main symptoms over the last few weeks?

Herbert: Yes, well I feel pretty low, my heart isn’t doing its 

job. If I try to do too much I have difficulty catching my breath. 

I’m starting to lose weight too, because eating isn’t much fun 

anymore, but breathing is the main problem. And well, last 

week I ended up in here.

Doctor: What about energy levels, can you do everything you 

want to do?

Herbert: Not really, I feel pretty tired all the time.

Doctor: Let’s talk more about your breathlessness then. 

Specifically, is there anything that makes it better or anything 

that makes it worse?

Herbert: No, it’s often there, even when I don’t do too much; but 

it’s much worse when I try to do things or try to walk.

Doctor: I know the nurses have given you the breathing 

exercises, and they can be very useful. The physiotherapist 

will come along and help you do those. The other thing 

of course is morphine. There are lots of studies now that 

show morphine can help considerably with breathing, we’re 

not sure how it works but it does seem to help patients 

manage their breathing more and it reduces the sensation of 

breathlessness. So I would really advise a bit of morphine to 

see how it goes.

Herbert: I didn’t know morphine was the thing to take for 

breathlessness. Isn’t that addictive?

Doctor: Everyone worries about that, but when we use 

it in specific situations like this addiction isn’t a problem. 

Addiction tends to be a problem when people are using it for 

psychological reasons or for ‘kicks’ so to speak. We have no 

difficulty getting people off morphine, but most people stay 

on it because they find it so useful for their breathing.

Herbert: Oh... (trails off)
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 Thinking point

Causes of symptoms

Consider the pathophysiology of heart 

failure. 

What are some of the causes of these 

symptoms? 

Refer students to current text being used in 

their learning program.

Possible responses:

• Inability of cardiac muscle to eject 
(left side of heart) and relax (right 
side of heart) causing pooling of blood 
in extremities and back-up in the 
lungs depending on the initial disease 
affecting the heart (cardiomyopathy, 
left or right heart failure)

• Irreversible damage to the structural 
components of the heart 

• Continuing deterioration of the cardiac 
structures as we age.

 Activity

Symptoms of heart failure

What symptoms does Herbert describe?

Breathlessness, weight loss, decreased 

energy.

 Video

Case study: Herbert’s illness progresses

https://www.youtube.com/watch?v=ddyqd5ux5CQ

Herbert’s heart failure continues to 

progress. He’s been admitted to hospital 

with pulmonary oedema. While in the 

hospital his cardiologist puts in a referral to 

the local specialist palliative care team.

Herbert discusses some of his main 

symptoms with the palliative care physician, 

who introduces some possible interventions 

for managing these symptoms.
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 Activity

Search and find activity

Navigate to the Care Search searching for 

evidence in palliative care page: 

https://www.caresearch.com.au/tabid/6239/

Default.aspx

• Choose a chronic illness or symptom that 
interests you

• Identify the recommended evidence-
based approaches for symptom 
management of your chosen illness or 
symptom

• How strong is the evidence to support 
recommended interventions?

• During a clinical placement, consider 
how the organisations policies, 
procedures and practices relevant 
to management of the symptom you 
chose, align with evidence-based 
recommendations? 

 Activity

Recommended approaches

What are some of the pharmacological 

and nonpharmacological approaches 

recommended to Herbert by the palliative 

care physician to manage his breathlessness 

and fatigue? 

Possible responses:

The management strategies suggested by the 

health professional include:

• Opioid administration

• Breathing exercises

• Referral to physiotherapy.

These strategies are aimed at alleviating the 

effects of the symptom.

Are these evidence-based approaches?

Summary

In this session we looked at palliative symptom management and the process of developing a plan of 

care, in collaboration with a multidisciplinary team, for a person with a life-limiting illness and their 

family. 

You learned about the importance of evidence in palliative care, and Herbert’s continuing story 

allowed you to take a closer look at symptoms as well as consider what may cause them.
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Resources

View the links from CareSearch to learn about symptoms in 
palliative care and their effective management:

Appetite

Bowels

Breathing

Delirium

Fatigue

Nausea and 
vomiting

Pain

Sleep
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Effective pain management is a core element of palliative care 
practice. Uncontrolled pain can cause significant distress and 
disability. 

Topic 4: Assessment and management of pain aims to develop the 
knowledge and skills needed to assess and manage pain experienced by 
people with a life-limiting illness.

Aims

After completing this topic, you should be able to:

• Apply assessment and management principles when caring for 
people with life-limiting illness experiencing pain.

TOPIC 4
Assessment and management of pain



TOPIC 4
Session overview

4.1 
The experience 
of pain

• Describe the impact of pain on people with 
life-limiting illness

• Outline barriers to effective management 
of pain. 

Video – Bassam’s story

The experience of pain at the end of life

Common pain experiences

Multidimensional experience of pain

Barriers to effective management of pain

Individual and family concerns

Health professional concerns

Case study – Tom’s full story

4.2 
Assessing and 
managing pain

• Identify evidence-based pain assessment 
strategies

• Outline pain management principles.

Pain assessment strategies

Principles of pain management

The World Health Organisation Pain 
Ladder

4.3 
Pharmacological 
and non-
pharmacological 
approaches 
to pain 
management

• Describe indications for common 
pharmacological pain management 
approaches

• Outline strategies to prevent and manage 
common side effects of pharmacological 
pain management

• Describe indications for common non-
pharmaceutical and complementary care in 
the management of pain. 

Pharmacological therapies

Choosing the right medication and route

Side effects of pain management

Indications for complementary and 
alternative therapies

4.4 
Subcutaneous 
infusions

• Describe indications for intima 
subcutaneous lines for pain relief, anti-
nausea and steroid injections

• Describe indications  and contraindications 
for use of syringe drivers in administration 
of pain medication.

Subcutaneous administration of analgesia, 
anti-nausea agents and steroids

Syringe driver management

4.5 
Simulation of pain 
assessment and 
management

• Demonstrate evidence-based assessment 
and management of pain.

Simulation scenario – Geoff Holder

SESSIONS - OBJECTIVES - OVERVIEW



 
HLTENN010 mapping

 
Elements and Performance Criteria addressed in Topic 4:

 
Knowledge Evidence addressed in Topic 4:

Element 1: Recognise the special needs of a person requiring a palliative approach to care T4

PC1.1
Apply principles of palliative care and the palliative approach in undertaking holistic assessment of the 

person
4.1, 4.2, 4.5

PC1.2
Apply knowledge of pathophysiological changes associated with a life-limiting illness and the needs of 

the person
4.2, 4.5

PC1.3
Assess a person’s pain management, and implement strategies to address pain and any medication-

induced constipation in consultation with registered nurse
4.2, 4.3, 4.5

PC1.4
Identify and respect the person’s needs in relation to their lifestyle, social context and emotional and 

spiritual choices, and document these in accordance with care plan
4.1, 4.2, 4.5

PC1.5
Identify and work within roles and responsibilities of the inter-disciplinary team when planning 

palliative care for the person
4.1, 4.2, 4.5

PC1.6
Apply in own practice an awareness of the psychosocial impact of palliative care on the person’s family 

or carer.
4.3, 4.5

Element 2: Support person, family or carers using the palliative approach. T4

PC2.1
Provide the person, family or carer with opportunities to discuss spiritual and cultural issues in an 

open and non-judgmental manner
4.1, 4.2, 4.5

PC2.2
Use effective communication techniques and access relevant support services to provide a supportive 

environment for the person, family or carer
4.1, 4.2, 4.5

PC2.3
Monitor the person’s condition and provide accurate and timely information on stages of dying to the 

person, family or carer, ensuring that information-provision respects their wishes.
4.1, 4.2, 4.5

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: 

T4

KE1
Knowledge of how to identify needs of the person, family or carers during the palliative approach to 

healthcare

4.1, 4.2, 4.3,  
4.4, 4.5

KE3
Knowledge of diverse cultural, religious and spiritual factors underpinning the person’s choices at 

end-of-life
4.1

KE6a
Knowledge of pain management including medication administered using a syringe driver or intima 

sub-cut lines 
4.1, 4.2, 4.4, 4.5

KE 6b Knowledge of pain management including common non-pharmaceutical and complementary care 4.1, 4.3, 4.4, 4.5

KE7
Knowledge of indications and contraindications for use of syringe drivers in administration of pain 

medication 
4.2, 4.4

KE8 Knowledge of indications for intima sub cut lines for pain relief, anti-nausea and steroid injections 4.2, 4.3, 4.4

KE10
Knowledge of own role and responsibilities, and those of other team members involved in palliative 

care

4.1, 4.2, 4.3,  
4.4, 4.5

KE11
Knowledge of relevant organisation policies, procedures, protocols and practices in relation to 

palliative care.
4.1, 4.2, 4.4
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‘Fear of pain adds to the total impact of pain’  

(Palliative Care Australia, 2015).

What is pain?

Pain is one of the most feared aspects that 

concern the dying person. It is a suffering or 

distress of the body or mind and it is a sensation 

that can affect all aspects of life. 

At the completion of this session, you should be able to:

• Describe the impact of pain on people with life-limiting illness

• Outline barriers to effective management of pain .

TOPIC 4 SESSION 1  
4.1 The experience of pain 

 Activity

Pain facts

Select each of the true responses below.

• Not everyone with an end-of-life illness 
will experience pain

• Everyone experiences pain differently

• Most pain can be relieved

• Pain is not always constant; it can change 
over the day and with different activities. 

• Pain may vary with a person’s moods, 
emotions and family life. 

All true: Pain is not inevitable with a life-

limiting illness. Each person’s experience 

of pain varies widely (Palliative Care Australia, 

2015a).

 Video

Bassam’s story

https://youtu.be/vhOx_au-5Ak 

(7min 58sec)

A short film produced by Moonshine 

Agency for Palliative Care Australia. 

Bassam’s Story shows the benefits of 

palliative care for people with a life-limiting 

illness, living with chronic pain, to continue 

to meet usual activitis of daily living.
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Pain occurs in over 50% of people with advanced 

cancer and is often a significant symptom 

for many people with other non-malignant 

conditions. Pain is subjective as it is a very 

personal experience and described differently 

by individuals.  Pain can be complex and often 

caused by multiple factors. For individuals 

approaching end-of-life, pain can be due to 

the life-limiting illness, its treatment, resulting 

weakness or debility, or a comorbid illness. As 

well as the disease process and physical aspects, 

pain may be influenced by psychological, 

spiritual and social factors (Deravin-Malone, Croxon, 

Macleay, & Anderson, 2016). 

A person’s perception of pain including past pain 

experiences may also have an impact. 

Factors influencing the experience of pain:

Physical – primary disease, disease 

complication, pre-existing disease, and therapy 

related

Psychological – individual sensitivity, resilience, 

mood and morale

Spiritual – misconceptions, cultural beliefs, 

expectations and meaning

Social – normal daily activities, relationships, 

sense of self. 

(MacLeod, McAllum, & Swire, 2014).

It is important to recognise that symptoms 

often present together and may indicate 

a common cause. Over the last 10 years, a 

number of studies have identified the concept of 

symptom clusters in advanced cancer. Symptom 

clusters occur when two or more symptoms 

appear together. Symptom clusters may help 

to understand the causes and the functional 

changes occurring for the person, therefore 

assisting assessment and treatment (Aktas, Walsh, 

& Rybicki, 2010; Cheung, Le, & Zimmermann, 2009; 

Kwekkeboom, 2016; Skerman, Yates, & Battistutta, 

2012).

Examples of symptom clusters:

• Nausea and vomiting experienced with lack 
of appetite, in gastrointestinal cancers

• Pain, fatigue and sleep disturbance with 
mood disturbance of anxiety and/or 
depression

• Dyspnoea-fatigue-insomnia cluster may 
develop from radiation treatment.

Multidimensional 

experience of pain

Symptom clusters 
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As managing symptoms including pain, is a 

primary aim of palliative care, enrolled nurses 

play a key role in helping to achieve control 

and optimum quality of life for people with 

life-limiting illnesses (CareSearch, 2017c).  Good 

pain control is the responsibility of the whole 

team, and involves working closely with the 

person and carers to develop and maintain a 

person-centred care plan. Discussion about 

pain, communicates to the person that these 

symptoms are important and that treatments 

are available. It is important to assess and 

reassess frequently. Gaining an overall picture of 

a person’s pain from a holistic viewpoint enables 

both pharmacological and non-pharmacological 

management options.  

Pain that is not controlled causes significant 

distress and disability. Early intervention 

decreases the amount of pain experienced and 

the quantity of analgesics used in the long term. 

Effective pain management requires appropriate 

clinical assessment to formulate a management 

plan (Palliative Care Expert Group, 2016). 

The management plan is informed by previous 

treatment, the person’s prognosis, preferences 

and goals of care. Understanding what the 

priorities are of the person receiving palliative 

care, such as maintaining relationships and 

continuing normal daily activities, are just as 

important as symptom control (MacLeod et al., 

2014). When managing pain, particularly pain 

that is difficult to control, it is important that 

the person, family, friends and all healthcare 

providers collaborate to achieve the best result.

Pain experienced by individuals with life-limiting 

illness, is commonly undertreated (O’Connor, Lee, 

& Aranda, 2012). A number of barriers exist that 

contribute to this, including person and family 

concerns, healthcare professional concerns, and 

system barriers. 

Person and family barriers include:

• Fear of addiction

• Fear of side effects of pain medication (eg, 
drowsiness, unconsciousness)

• Impact of side effects of pain medication 

• Anxiety and depression

• Cultural and spiritual beliefs related to pain 
and suffering

• Cognitive impairment hindering symptom 
assessment  

• Lack of adherence or understanding of 
prescribed regimen due to communication 
difficulties (eg, language, intellect, delirium) 

• Failure to report pain. 

Healthcare professionals barriers

• Lack of awareness of a 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.

System barriers include:

• Rules relating to restriction of analgesic 
prescribing

• A threat of criminal charges for prescribers

• Lack of coordination of care, particularly 
during the transition from cure to hospice 
mode

• Lack of availability of opioids in a rural or 
isolated region.

(O’Connor et al., 2012; Palliative Care Australia, 2015b; 

Patrick et al., 2003; Therapeutic Guidelines Ltd, 2016d)

Multidisciplinary 

approach to pain

Barriers to effective 

management of pain
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‘I don’t want to appear weak’

‘I’m scared. The pain getting worse must 

mean I’m getting sicker’ 

‘I want a say in the medication they give me 

for my pain’

‘What if I need something stronger later, but 

can’t have anything more’

‘I have to expect some pain.’

‘Individuals, families and healthcare professionals 

should understand that addiction resulting from 

analgesics given for pain at the end of life is rare’.  

(O’Connor et al., 2012).

Why might a person with a life-

limiting illness fail to report pain?

Failure to report pain for the following reasons:

• They value stoicism – they don’t want to 
appear weak

• They think increasing pain might be a sign of 
a worsening condition

• They think they will not have a say about 
their pain control

• They are afraid if they have strong pain-
killers now, there will be nothing strong 
enough for them later

• Belief that pain is an inevitable part of their 
illness and that nothing can be done.
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What are the reasons that people often fear 

pain, despite effective symptom management 

that may be available?

• Fear of addiction to pain medication

• Fear of side effects of pain medication (eg, 
drowsiness, unconsciousness)

• Anxiety and depression

• Cultural and spiritual beliefs related to pain 
and suffering

• Cognitive impairment hindering symptom 
assessment  

• Lack of adherence or understanding of 
prescribed regimen due to communication 
difficulties (eg, language, intellect, delirium).

 Video

Case study: Tom’s full story (7.21)

https://www.youtube.com/

watch?v=MsBCNCBdfYQ

Tom is a 55 year-old Aboriginal man with 

advanced lung cancer and multiple metastases. 

He collapses at home. His family call the 

ambulance and he is admitted to the ward, 

breathless. His disease is now end-stage. Tom’s 

wife Cec and their son Jimmy are with him in 

the ward.

Tom’s story highlights the importance 

of nursing care, underpinned by cultural 

safety. It explores complementary care 

and being mindful of a person’s wishes to 

manage symptoms, using  an integrative 

approach to include traditional treatments 

and traditional healers within a symptom 

management plan.  The scenario also 

highlights Tom’s concerns and fears about 

commencing on morphine due to past 

personal experiences.
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 Transcript   

Tom’s full story. (7.21 mins)

Cec (Tom’s wife): Tom, Tom the ambulance is coming to take 
you to hospital!

Jimmy (son): Mum, mum what happened?

Cec: He couldn’t sleep, he was hot and sweaty, couldn’t keep 
still, he got up to go to the toilet.

I heard a crash. He just fell.

Jimmy: Dad, dad you okay old mate?

Tom: Yeah! Yeah, I’m alright!

Jimmy: Okay, okay everything’s fine dad. The ambulance is 
coming, we’re all here.

In hospital

Sarah (Nurse): Hi Tom, what have you been up to then? 
Having a bit of excitement to start your day?

What happened this morning Tom?

Tom: I was on the way to the toilet and next thing I knew I was 
on the floor. Felt I couldn’t get my breath.

Sarah: You must’ve both got a fright. What happened just 
before you fell?

Tom: Not sure, just remember being on the floor.

Sarah: That’s okay Tom, we’ll have a look at everything and 
see if we can find out what’s going on. You’ve been coming 
to the hospital for some time now, haven’t you? How longs it 
been?

Cec: Yeah, it’s been a while now hey, over a year now.

Sarah: What’s your biggest worry at the moment?

Tom: I’m okay really. I’ve got the family coming around to help 
Cec, which is a good thing.

Sarah: Tom, I can see a difference in you since we saw you 
last and I can see that you’re in pain and that you seem to be 
having trouble breathing. Tom I’d like to talk to you about 
some medications we can use to help manage your pain and 
breathing. How would you feel about having a chat about 
that? Perhaps there’s someone else you’d like to be here while 
we talk about these things? Or I can ask Nancy our Aboriginal 
liaison officer to come in? Tom nods Okay Tom, I’ll let you rest 
now and I’ll come back in a little while. Here’s your call button, 
I’m just going to put it right there, if you need me just call, just 
press it okay. Alright, I’ll be back soon.

Sarah: Tom’s back in with us following a collapse this morning. 
I started admitting him, but he just wasn’t comfortable 
talking to me about this last episode. Actually I felt really 
uncomfortable and I didn’t really know what to say.

Nancy (Aboriginal liaison officer): What’s the biggest 
concern about Tom at the moment?

Sarah: He’s in a lot of pain, and he’s having trouble breathing. 
I mentioned that I’d like to try some tablets to try and help 
manage his symptoms but he just stopped engaging with me. I 
don’t know why?

Nancy: Well he’s probably worried about a lot of things at the 
moment. I think first and foremost we need to let him settle in 
with the family and he’s also likely to be sensing something is 
really different this time.

Sarah: Absolutely, it’s been documented that his condition has 
been deteriorating by his team.

They’ve also mentioned that his prognosis is very poor. That 
has also been discussed with his family.
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Nancy: And I’m sure Tom and his family are really aware of 
that.

Nurse: Absolutely, he has definitely deteriorated since I saw 
him last. I’m really worried about his symptoms; they need to 
be managed properly.

Nancy: Yes, we do need to be mindful though that Tom may 
want to use a traditional healer or he may want to use some 
traditional medicines.

Sarah: Oh okay, I don’t really know much about that so what 
would I need to do to arrange for that to happen.

Nancy: Importantly we need to take the cues from the family 
first. They may already be dealing with some traditional 
medicine or some healers. If not though we can always 
contact the local Aboriginal medical service and see if they’re 
dealing with any traditional healers at the moment, but 
importantly we need to take the cues from the family first.

Sarah: Yes.

Nancy: Should we go and see him?

Nancy: Hey Tom, good to see you. How you doing Cec? Good 
to see you Jimmy. You been alright Uncle, you been up to 
country lately?

Tom: We was up there a month or two ago, that right Cec, 
yeah.

Cec: Yeah, about that. 

Nancy: How’s all the mob? 

Tom:  They’re all good.

Nancy:Now Uncle, I hear that you’ve been talking to Sarah 
the nurse and she’s told me that you’re in a little bit of pain, 
and that you’re breathless.

Tom: Yeah, I don’t want them to put me on that morphine. 
Remember Cec when they gave it to Aunty Joyce. That 
morphine, made her real drowsy. She couldn’t even speak 
and then she died the next day. I’m not staying here, we can 
manage at home. Anyway I want to see Uncle Joe!

Jimmy: Yeah that’s okay Dad, I’ll talk to Uncle Joe. I’ll get him 
to come have a yarn, okay. But let’s listen to what Sarah has to 
say first hey.

Sarah: Tom it’s understandable that your experience with 
Aunty Joyce would make you cautious about morphine. We 
would use a small amount to help manage your pain and 
breathing without making you drowsy. From what you’re 
saying, it’s really important for you to be awake and not 
drowsy, is that right?

Tom: Yep, not drowsy. I want to be awake so I can have a yarn 
with everybody, keep in control.

That’s what this is all about isn’t it?

Sarah: Let me look at this brochure with you, it’s good. It tells 
you all about morphine and how it might help you. It helps 
explain the medical jargon. Let’s go through it together. 

Fades out

Okay so Tom does that make a little more sense now about 
why we’re wanting to use morphine to help control your pain 
and breathing? Why don’t you have a yarn with your family? 
I’ll have a chat with the doctors now. I’ll come back and we can 
talk about anything that you need to.

Jimmy: Hey Sarah, I’ll start tracking down Uncle Joe.

Sarah: Who’s Uncle Joe?

Jimmy: Uncle Joe is an Elder back in Country; he’s what you 
call our Traditional Healer. It’s really important that he’s part 
of all the decisions that are made.

Sarah: Does he need to come down here, or can we get him on 
the phone?

Jimmy: Oh, I can get him on the phone.

Sarah: Okay well I can try and set up a family meeting via tele-
conference. Would that be okay?

Jimmy: Yeah, no worries. Thanks Sarah.

Sarah: Jimmy I was wondering if you’d like us to move your 
dad into a single room, up near the entrance of the ward. 
There’s a big area there where your whole family can wait and 
probably visit your dad in larger numbers than just the usual 
two visitors at a time policy.

Jimmy: Sounds great, thank you.

Sarah: Okay, is there anything else that you need right now?

Jimmy: Dad knows that he’s not going to make it back to 
Country to die. I really do think he needs to share his stories 
with the folks back home. I think he really needs to say his 
final goodbyes, it’s really important.
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 Activity

Tom’s story

What might be some of the concerns Tom has 

which are preventing him from requesting 

pain medications?

Consider Tom’s responses and cultural 

considerations:

‘I keep thinking about when Aunty Joyce was 

sick and how she took morphine before she died’

‘I would prefer to try traditional medicines first’

‘Things seem different this time and it scares me’

‘I don’t want to be more drowsy from the 

morphine’

‘I don’t want to lose control’

‘Culturally Tom may believe that morphine 

might alter his spiritual life after death’.

Caring for Aboriginal people experiencing pain 

Aboriginal people may express pain and 

assign meaning to that pain, which is unique 

to their culture. Assessment and management 

approaches need to be tailored to the person. 

Despite the diversity of beliefs, there are key 

considerations when working with Aboriginal  

people: 

• Use culturally sensitive communication 
strategies 

• Be alert and responsive to language nuances 
and unique pain behaviours eg, head turned 
away with eyes averted, a slight upward 
nod of the head with down cast eyes, the 
whispered response, and the act of feigning 
sleep

• Acknowledge the symbolic meanings pain 
may have for the Aboriginal person

• Consider men’s business and women’s 
business when broaching subjects of pain 
eg, a woman with gynaecological cancer 
may only be able to discuss pain with female 
carers

• Build trust with the person through 
conversations of a social nature before 
discussing pain

• Consider the persons desire to use 
traditional medicines or healers within their 
own community

• Identify the person’s goal in returning to 
Country and the practicalities of treatment 
and pain management 

• Consider that pain may not be isolated to 
the person in pain, but often incorporates 
extended kinship

• Engaging family members in conversations 
regarding the person’s pain experience may 
give a more comprehensive assessment

• Adapt pain assessment tools to suit 
the person’s culture eg, use verbal pain 
descriptors based on Indigenous languages, 
use numerical pain tools limited from one to 
five

• Collaborate with advocates such as 
Aboriginal Health Practitioners or Workers, 
an Elder or trusted community member, to 
assist with caring for Aboriginal people. 

(Fenwick, 2006; McGrath, 2007, 2008)
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Summary

In this session, we described common and multidimensional experiences of pain for people with life-

limiting illnesses. Barriers to effective pain relief were identified and cultural considerations relating 

to pain were discussed through the case study, Tom’s Story. 
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Resources

View the Program of Experience in the Palliative Approach (PEPA) 
website to learn more about cultural considerations for Aboriginal 
people

Program of Experience in the Palliative Approach (PEPA) Website

https://pepaeducation.com/

Program of Experience in the Palliative Approach (PEPA) Cultural 
considerations

https://pepaeducation.com/wp-content/uploads/2020/12/PEPA_
CulturalConsiderationsFlipbook_Web.pdf
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‘Good communication is the cornerstone on 

which the assessment process rests’

(Chang & Johnson, 2014).

‘Pain is whatever the experiencing person says it is, 

existing whenever and wherever the person says it 

does ‘

(McCaffery, 1968)

Assessing pain

Using a holistic, person-centred approach 

to assessment means considering the whole 

person and their unique characteristics and 

the factors that influence their experience. 

The characteristics of a person’s pain helps 

to determine the cause, and understand the 

effect on the person. For example: 

• Assessment of pain quality, allows for a 

clinical diagnosis of the type of pain and 

subsequently an appropriate treatment 

plan

• Assessment of the impact of pain helps 

you determine an appropriate plan to 

minimise its effects

• Assessment of how a person is managing 

their pain helps you determine treatment 

preferences and develop an appropriate 

plan for involving them in their care.

At the completion of this session, you should be able to:

• Identify evidence-based pain assessment strategies

• Outline pain management principles.

TOPIC 4 SESSION 2  
4.2 Assessing and managing pain  

 Activity

Who should assess pain in a person with a 

life-limiting illness?

Person 

Self-reported by person with a life-limiting 

illness

Family member and/or caregiver         
Proxy reported by a family member or 

caregiver

Healthcare professional                      
In-depth assessment of person’s pain by 

healthcare professional

Pain specialist 

Complex pain assessment by a pain specialist  

Palliative care team 

Complex pain assessment by a palliative care 

team

(Green et al., 2010).
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• 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 

individuals should be seen and assessed 

immediately (Green et al., 2010).

What type of pain is the person experiencing?

To assess and manage pain effectively, it 

is important to be able to recognise the 

common types of pain seen in palliative care. 

Management strategies alter depending on 

whether a person has nociceptive, somatic, 

visceral and neuropathic pain. 

Timing and frequency of 

assessment of pain

Comprehensive assessment  
of pain in palliative care

Nociceptive:  
superficial somatic

Nociceptive:  
deep somatic

Nociceptive:  
visceral Neuropathic

Origin of stimulus

skin

subcutaneous tissue

mucosa of mouth

bones, joints, muscles, 
tendons, ligaments

superficial lymph nodes

liver capsule, pleura, 
peritoneum 

solid or hollow organs

deep tumour masses

deep lymph nodes 

damage to nociceptive pathways

Examples

burns 

wounds

malignant ulcers

stomatitis

muscular injury

osteoarthritis

tendinopathy

bone fracture

bone metastases

liver capsule distension or 
inflammation

appendicitis

diverticulitis

myocardial infarction

endometriosis

intestinal, biliary or ureteric 
colic

deep abdominal or 
mediastinal tumours

herpes zoster (shingles)

post-herpetic neuralgia

diabetic neuropathy

post-thoracotomy syndrome

post-stroke pain 

phantom pain

tumour-related plexus 
involvement 

spinal cord injury or compression

Description

hot

sharp

stinging

dull

aching

throbbing

dull

deep

gnawing, cramping, colicky 

pressure/tightness

dysaesthesia (eg, pins and 
needles, tingling, burning, 
stinging, shooting, radiating)

allodynia

hyperalgesia

pain in a missing body part

pain in a numb area

Localisation  
(to site of stimulus) localised poorly defined poorly defined

may be perceived in the territory 
supplied by the affected nerve or 
pathway(s).

Adapted from ‘Palliative Care, eTG’ by Therapeutic Guidelines Ltd (2016) 

Table 1: Types of pain
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PQRST framework

A comprehensive pain assessment should assess the intensity, distress, and meaning of each pain 

experienced by the person with a life-limiting illness. It is helpful to use a pain framework such as the 

mnemonic PQRST:

P         Provocation/Palliation: Exacerbating/alleviating factors (what makes it better or worse)

Q      Quality: Characteristics of the pain (eg, burning, throbbing, sharp, aching)

R       Radiation: Location of the pain 

S       Severity: Pain intensity (eg, pain scale rating 0 – 10)

T       Timing: Temporal component of pain (eg, onset, duration, variation, pattern) including history     

               of the pain (previous response to medications).

Assessment tools  
for assessing pain

When assessing pain in a person with a life-

limiting illness, pain assessment tools enable 

ongoing assessment of symptoms from the 

persons’ perspective. Once a comprehensive 

pain assessment is completed, assess the on-

going evaluation of pain intensity and response 

to treatment using a Numeric Rating Scale or 

a Verbal Descriptor Scale if the person is able 

to self-report. The EN role includes accurate 

documentation and reporting skills to monitor 

and represent a person’s pain. It is essential 

to document the baseline pain level using an 

appropriate assessment tool and repeat the 

assessment using the same tool following 

treatment to monitor the outcome of the 

intervention.

For people who can self-report:

• Verbal descriptor pain scale (where 
persons are asked to use words to describe 
pain: none; mild; moderate; severe; worst 
ever) (Therapeutic Guidelines Ltd, 2012)

• Numerical pain scale (where persons are 
asked to rate their pain on a scale of zero 
to ten, zero=no pain and 10=worst pain 
imaginable)

• Faces pain scale where persons are asked 
to rate their pain using pictures rather 
than numbers. See Figure 1: Wong-Baker 
FACES® Pain Rating Scale  
http://wongbakerfaces.org/

For people who cannot self-report:

The Abbey Pain Scale should be used at each 
clinical encounter. 

See Figure 2: Abbey Pain Scale:

 https://www.apsoc.org.au/PDF/Publications/
Abbey_Pain_Scale.pdf
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Source: Abbey, J., DeBellis, A., Piller, N., Esterman, A., Giles, L., Parker, D., and Lowcay, B. Funded by the JH & 

JD Gunn Medical Research Foundation 1998 – 2002

Source: Wong-Baker FACES Foundation (2016). Wong-Baker FACES® Pain Rating 

Scale. Retrieved 2017 with permission from http://www.WongBakerFACES.org

Print Resource

Figure 2: Abbey Pain Scale

Figure 1. Wong-Baker FACES Pain Rating Scale
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Individuals may have more than one area and/or 

type of pain.  Each area and/or type of pain must 

be individually assessed and managed.

Person-centred care

A written plan of care for pain management 

is developed through collaboration with the 

multidisciplinary team. A person-centred 

approach to planning holistic care can reduce 

distress and burden by providing opportunities 

for open communication with the person and 

their family to discuss what is important to them, 

ensuring care is consistent with their goals of 

care  (Green et al., 2010). 

It is essential to recognise that pain control for 

people with life-limiting illnesses is not solely 

dependent on pharmacological treatment, but 

also on many other aspects of care provided by 

the healthcare team. People who feel supported 

by nursing staff that provide ongoing ‘continuity 

of care’ and the ‘opportunity to talk’ increases a 

persons’ feeling of security, which is of utmost 

importance to successful pain management 

(Boström, Sandh, Lundberg, & Fridlund, 2004). 

Open communication and provision of 

information to help reduce concerns and build 

understanding of what is happening can alleviate 

symptoms (CareSearch, 2017d).

Pain management principles:

• Provide a multi modal tailored approach to 

pain management including: 

- pharmacological management  

- interventional approaches for non-    

responsive severe pain, such as nerve blocks  

- non-pharmacological management

• Review pain control regularly by assessing 

pain using consistent assessment tool

• Provide regular analgesia for persistent 

pain as per the medication order

• Provide person and carer education on the 

importance of taking medications on time

• Report and liaise with treating team if 

prescribed medications are no longer 

providing pain control: 

- opioid analgesia may be required in people 

with cancer with persistent pain that do 

not respond to simple analgesics or non-

steroidal anti-inflammatory drugs (NSAIDs) 

- ensure the person on regular opioids has 

access to a breakthrough medication at 

an effective dose (PRN medication order 

written in chart as per organisation policy)  

- if pain does not respond to primary care 

management, or is complex, liaise with RN 

for referral to specialist palliative care for 

further advice if appropriate

• Prevent and manage adverse effects such 

as constipation and nausea; 

 - ensure prescription is in place for 

appropriate aperients and provide 

education to person and caregiver about use 

of laxatives  

- offer antiemetic’s as required 

- plan timing of activities (eg, encourage 

visitors during non-drowsy periods, attend 

hygiene needs and provide assistance with 

ADL’s when pain control is optimised).

(CareSearch, 2017b)

Principles of pain 

management

Pain management
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An established approach to managing cancer 

pain is a three-step analgesic ladder developed 

by the World Health Organization. The first 

step offers non-opioids (eg, Paracetamol; 

nonsteroidal anti-inflammatory drugs (NSAIDs)). 

With increasing symptoms, the second step adds 

a weak opioid. If pain persists or worsens, the 

third step substitutes a strong opioid  (Patrick et 

al., 2003; World Health Organisation, 2017).

A key principle for pharmacologic pain 

management is to commence with a short acting 

analgesic dose over 24 hours to achieve the 

desired pain relief, while minimising unwanted 

side effects. Cancer pain management may 

require the use of non-opioids, opioids, and 

co-analgesics. Sometimes, breakthrough 

medication may be required and is defined as 

extra short-acting analgesics administered for 

pain not controlled by continuous or sustained 

release analgesics (CareSearch, 2017c; Haberecht, 

Kain, & Yates, 2010).

The World Health  
Organization pain ladder Summary

Figure 3: World Health Organization Pain Ladder 
Adapted from ‘WHO’s cancer pain ladder for adults’ by World 

Health Organization (2017).

Pain persisting or increasing

NON-OPIOID 

+/- Adjuvant

 Pain Persisting or 

increasing

OPIOID FOR MILD TO 

MODERATE PAIN 

+/- Non-opioid 

+/- Adjuvant

Adequate Pain 

Management

OPIOID FOR MODERATE 

TO SEVERE PAIN 

+/- Non-opioid 

+/- Adjuvant1

2

3

In this session, we looked at pain assessment 

strategies and principles of pain management 

in individuals with a life-limiting illness.
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Resources

View the resources below for more information on effective pain 
management in palliative care.

View the Palliative Care Australia website

Download the ‘Learn more about pain management guide’.

https://palliativecare.org.au/wp-content/uploads/dlm_uploads/2015/05/PCA_
Pain-Management.pdf
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‘Pharmacological intervention is the primary 
treatment for pain, for individuals with a 

life-limiting illness. In some cases, surgery, 
radiation or ‘nerve block’ (local anaesthetic) 

may also be used.’

 

(Palliative Care Australia, 2015b).

It is important to maintain a holistic and person-

centred approach to symptom management in 

palliative care. Pain and other physical symptoms 

are managed in addition to psychosocial and 

spiritual concerns and take into consideration 

the persons goals of care. Drug therapy is an 

integral part of providing palliative care and 

ensuring symptoms are adequately controlled. 

Often symptoms increase during the last days 

and weeks of life causing an increased need 

for pharmacological intervention (Dickman & 

Schneider, 2016).

At the completion of this session, you should be able to:

• Describe indications for common pharmacological pain management 
approaches

• Outline strategies to prevent and manage common side effects of 
pharmacological pain management

• Describe indications for common non-pharmaceutical and complementary care 
in the management of pain.

TOPIC 4 SESSION 3  
4.3 Pharmacological and non-pharmacological  

approaches to pain management

Routes of administration

Pain relief can be administered by various routes; 

the best being one that is least invasive and 

addresses the person’s unique circumstances.  

Possible routes of drug administration include:

• Oral (PO)

• Rectal (PR)

• Intramuscular (IM) – avoided as it causes 
significant tissue trauma, and the absorption 
is highly variable between persons.

• Intravenous (IV)

• Subcutaneous 

• Transdermal

• Sublingual

• Transmucosal

• Intrathecal.

157 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)



 Activity

Routes for analgesics

Examples of analgesics used in palliative care, 

which can be delivered by each different 

route.

Possible responses include:

• Oral (PO) – Paracetamol, Ibuprofen, 
Gabapentin, MS Contin, Endone

• Rectal (PR) – Indomethacin

• Intravenous (IV) – Morphine, Fentanyl, 
Sufentanil 

• Subcutaneous (Subcut) – 
Hydromorphone, Ketamine, Fentanyl, 
Morphine

• Transdermal – Fentanyl, 
Buprenorphine

• Transmucosal - Fentanyl

• Intrathecal  - Morphine.

Note: Intramuscular (IM) should be avoided 

and sublingual administration is rarely used.

 Activity

Managing Barb’s pain

Consider the statements Barb makes and 

identify the most appropriate routes for her 

routine medication administration. 

‘I don’t have any trouble eating and drinking’ 

– Can the person swallow? If yes, start with 

oral medication, transmucosal 

‘I often feel nauseous’

– Is swallowing a concern? If yes, 

transdermal patches, subcutaneous

‘The pain is severe today. I don’t think the 

tablets are working’

– Is pain uncontrolled or acute? If yes, 

subcutaneous, intravenous 

‘Nothing seems to be working, I have tried 

everything’

– Is pain intractable and unrelieved by other 

routes? If yes, intrathecal.

Adjuvant medication

In addition to analgesics, adjuvant 

medication can enhance the analgesic 

effects of non-opioids and opioids and 

have some pain relieving properties of 

their own. 

Common adjuvant medication used in 

palliative care include:

• Corticosteroids

• Anticonvulsants

• Antidepressants

• NMDA antagonists

• Local anaesthetics.

(Brant, 2012) 
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People on pharmaceutical pain medication, 

especially opioids, can experience distressing 

side effects:

• Nausea

• Sedation

• Vomiting

• Constipation.

Side effects of opioids

Adverse effect Management strategy Comments

Nausea and vomiting

Consider giving an antiemetic during initiation of therapy 

for a few days and then review need. For persistent 

nausea, despite antiemetic therapy, consider changing to a 

different opioid or route of administration

Reassure the patient that tolerance to this adverse effect 

develops and that antiemetics can often be discontinued 

after 1-2 weeks

Constipation
Always give a regular laxative with opioid therapy. 

Encourage adequate fluid intake and mobility if possible
Tolerance rarely develops

Sedation
If excessive sedation, reduce dose by 25 to 50%. For 

persistent sedation, change to a different opioid

Common adverse effect but tolerance usually develops 

rapidly. Sedation may be an additive effect when an opioid 

is given with other drugs (eg, benzodiazepine, haloperidol)

Respiratory depression
Very rare if carefully adjusting opioid dose against relief of 

pain. Dose needed to relieve dyspnoea should not cause 

respiratory depression

Respiratory depression is rarely a problem if doses are 

increased slowly and in proportion to the level of pain 

or dyspnoea. It does not occur without accompanying 

sedation – pain is a potent respiratory stimulant.

Cognitive impairment
People need to monitor their own reactions and avoid 

driving or operating machinery until treatment is stable

More common after initiation of therapy or a dose increase 

of more than 20%. When opioid dose is stable impairment is 

less likely

Hallucinations  

and delirium
Change to a different opioid as this is possibly due to 

build-up of toxic metabolites from the current opioid

Exclude other causes of delirium as well as considering 

opioid toxicity

Rigidity, multiple 

myoclonus and seizures

Manage seizures by giving a benzodiazepine. Reduce dose 

of opioid, but if pain recurs then change to a different 

opioid

More common with higher doses of opioids or build-up of 

toxic metabolites (especially in kidney impairment), but 

can be idiosyncratic. People with pre-existing epilepsy or 

taking other seizure threshold-lowering drugs may be at 

increased risk

Itch
Consider changing to a different opioid to relieve itch 

Antihistamines may be tried.

Exclude other causes of itch and use general skin care 

measures and topical therapies.

Adapted from ‘Pain: opioid therapy in palliative care’ by Therapeutic Guidelines Ltd (2016) Palliative Care. 

These side effects might cause them to stop 

taking their medications.  These effects are 

often worse at the start of therapy or when 

doses are increased to manage increased pain. 

Most people develop tolerance over time to 

the effects. Constipation and sedation may not 

improve.

To minimise adverse effects, try starting with a 

low dose of opioid if possible, and titrating up to 

meet the individual symptom needs.

(Brant, 2012; Therapeutic Guidelines Ltd, 2016e)
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 Thinking point

Reflecting on your experience

• Have you or someone close to you 
used any complementary (non-drug) 
therapies to address pain?

• What do you feel were the major 
benefits/disadvantages of using those 
therapies?

When used in conjunction with conventional 

medicine, non-pharmacological approaches 

can be effective and well accepted by people 

with life-limiting illnesses. People may use 

complementary therapies to gain a therapeutic 

response and a sense of control. 

Non-pharmacological therapies

Complementary therapies to alleviate or reduce 

pain include:

• Massage

• Cold

• Heat

• Distraction

• Relaxation

• Aromatherapy

• Art and music therapy.

Non-pharmacological approaches work 

by modifying the sensory input or altering 

the brain’s perception of pain (Brant, 2012).

They are commonly used in conjunction 

with pharmacological management. When 

complementary therapies like herbs or 

supplements are taken orally, topically or by 

some other route, it is important to consider the 

possibility of pharmacological interactions and 

side effects.

Non-pharmacological and 
complementary approaches

 Teacher notes

Complementary therapies are defined by 

the US National Center for Complementary 

and Alternative Medicine (NCCAM) as;

‘a group of diverse medical and healthcare 

systems, practices, and products that are not 

generally considered to be part of conventional 

medicine. Complementary medicine is used 

together with conventional medicine, and 

alternative medicine is used in place of 

conventional medicine.’ 

(CareSearch, 2017a).

Psychological support 

The psychological aspects of pain contribute 

to the person’s experience and should be 

addressed within a holistic pain management 

approach. Recognising and supporting the 

person’s psychological distress, resolving guilt, 

fear and unresolved issues, treating depression, 

counselling, and addressing financial and social 

concerns can influence the person’s perception 

of pain and reduce the experience of physical 

pain (Brant, 2012; Therapeutic Guidelines Ltd, 2016e).

Nurses can support individuals using active 

listening, providing people with time and 

opportunity to talk and express their pain, 

including their concerns and anxiety related to 

their situation (Boström et al., 2004; Palliative Care 

Australia, 2015b).
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Print

Barb’s progress notes
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 Activity

Scenario: Managing Barb’s pain

You have been caring for Barb, a 72-year-

old woman with advanced breast cancer 

and multiple metastases. Barb complains of 

pain in her abdomen, feeling bloated, very 

uncomfortable and generally unwell. Due to 

pain and shortness of breath, her mobility is 

limited to short distances using a rollator. 

Medication ordered for pain relief includes 

MS Contin 50mg twice daily and Paracetamol 

1000mg four times a day. She also has an order 

for Morphine 2.5-5mg 4/24 prn. It has been 

two hours since Barb’s last dose of Subcut 

Morphine 2.5mg and her pain has not reduced 

at all.

Managing Barb’s pain

The RN asks you to take Barb’s observations, 

assess her pain and symptoms, and discuss a 

suggested plan of care. What observations and 

other information you would include in your 

assessment? If possible, discuss your plan with 

a fellow student or colleague to get helpful 

feedback. 

Barb’s assessment plan should include: 

• Full set of observations – temperature, 
pulse, respirations, blood pressure, oxygen 
saturations

• Pain assessment -  
P Provocation/Palliation: 
Exacerbating/alleviating factors (what 
makes it better or worse) 
Q Quality: Characteristics of the pain 
(eg, burning, throbbing, sharp, aching) 
R Radiation: Location of the pain  
S Severity: Pain intensity (eg, pain scale 
rating 0 – 10) 
T Timing: Temporal component of pain 
(eg, onset, duration, variation, pattern) 
including history of the pain (previous 
response to medications)

• Focused assessment on abdominal 
symptoms – bowel and bladder function

• Barb’s subjective and objective data 
include:

        -  Temperature: 36.9 °C

        -  Pulse: 118 bpm

        -  RR: 24 vpm

        -  BP: 152/70 mmHg

        -  Sa02: 95%

• Pain score 7/10 in her abdomen, 3-4/10 in  
her lower back

• Barb is groaning from pain and appears short 
of breath. She describes the pain across her 
lower abdomen as sharp and stabbing. It has 
only slightly improved since the last lot of 
medication and repositioning has not helped. 
The pain has been getting progressively 
worse over the last two days

• Barb has not had a bowel movement over 
the last four days. Her usual pattern is to 
have a daily bowel movement

• Barb has not been taking her laxatives, as 
she is worried he may have an accident with 
his bowels and it is too difficult to mobilise 
to the toilet quickly

• No urinary dysfunction.

Constipation

The completed assessment indicates that 

Barb is constipated. This is exacerbating her 

pain. Signs and symptoms associated with 

constipation include:

• Abdominal pain

• Bloating

• Nausea and vomiting

• Overflow incontinence

• Tenesmus (straining)

• Faecal impaction

• Urinary retention

• (occasionally) bowel obstruction and 
colonic perforation.

Constipation can contribute to other problems:

• Delirium

• Agitated behaviour

• Depression and anxiety

• Pain (unmanaged constipation may interfere 
with normal absorption of some medications 
such as oral modified-release opioids).

(Therapeutic Guidelines Ltd, 2016a).
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 Thinking point

Barb’s constipation

What are the likely causes of Barb’s 

constipation?

Suggested response:

Consider that Barb’s reduced mobility, use 

of opioids and lack of laxatives put her at 

risk.

Individuals who commence opioids for pain 

are at high risk of constipation, due to the 

slowing of peristalsis caused by opioids. 

Changes to diet, fluid intake, mobility and 

routines can further add to the risk of 

constipation. Constipation is distressing and 

can cause considerable distress. First-line 

treatment for opioid-induced constipation is 

with stool softeners and stimulant laxatives. 

People who have been prescribed opioids 

or anticholinergic drugs, commonly used 

in palliative care, should be prescribed 

a prophylactic laxative routinely.  It is 

important to recognise if there has been 

a change in the persons’ normal toileting 

routine and enquire about defecation 

regularly (Therapeutic Guidelines Ltd, 2016a).

 Teacher notes

Unrelieved constipation may result in faecal 

impaction, observed as constipation with 

overflow of faecal fluid. A rectal examination 

may reveal hard faeces, soft faeces or an empty 

rectum, which will guide treatment. If faecal 

impaction is suspected, rectal stool softening 

and lubricant laxatives are essential for 

effective evacuation (Therapeutic Guidelines Ltd, 

2016a, 2016b, 2016c).

The EN role in prevention and management 

of constipation may include:

• Regular and frequent assessment of 
defecation 

• Accurate documentation of assessment 
of defecation and bowel habits within 
the persons notes and communicating 
changes to the RN and treating team

• Encouraging the use of any methods 
or treatments persons have used 
previously to successfully manage 
constipation and document in progress 
notes

• Ensuring adequate hydration where 
feasible

• Optimising the amount of fibre in the 
person’s diet if possible, eg drinking 
prune or pear juice

• Encouraging general activity where able

• Providing supportive interventions 
such as addressing 
- lack of privacy (reduce       
embarrassment by providing air 
freshener; private bathroom) 
- pain when defecating, (eg, plan timing 
of pain medication) 
- poor mobility (eg, support and 
encourage short walks where feasible)

• Awareness of risk factors 
foconstipation and referral to RN and 
treating team for consideration of 
prophylactic laxatives as required.

(Therapeutic Guidelines Ltd, 2016a, 2016b).
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 Thinking point

Barb’s breakthrough pain

Consider pharmacological strategies to 

manage Barb’s breakthrough pain.

HINT: Breakthrough pain occurs between 

regular doses of an analgesic and reflects 

an increase in the pain level, which is 

not controlled by regular analgesia. The 

person’s regular medication orders may 

need to be reviewed and additional, 

or breakthrough, doses of an opioid 

administered.

 Activity

Barb tells you that she would like to use 

something other than drugs to manage her 

pain. 

• Visit the ‘complementary therapies’ page 
on the CareSearch site:  https://www.
caresearch.com.au/tabid/6176/Default.
aspx

• Choose three different complementary 
therapies, which may help Barb manage 
her pain.

• Research their use

• In a group, discuss your findings, 
considering how you will provide this 
management plan and education to Barb.

Summary

In this session, we explored pharmacological 

strategies for managing pain and adverse 

side effects, and the usefulness of basic non-

pharmacological therapies.  Using a palliative 

pain scenario, the student considered how to 

assess an individuals pain status and plan for 

care.  
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Resources

The following resources from caring@home are available to support 
nurses in practice caring for people with life-limiting illness, their 
families, and carers.

The caring@home website

Provides resources to support carers and families to manage breakthrough 
symptoms

https://www.caringathomeproject.com.au/tabid/4877/Default.aspx

caring@home app

Quick and easy resources to support carers and healthcare professionals

https://www.caringathomeproject.com.au/tabid/5159/Default.aspx

Guidelines for the handling of palliative care medicines in community 
services

https://www.caringathomeproject.com.au/Portals/13/Documents/NPS-
Palliative-Care-Guidelines-v25-jg260620-ACC.pdf
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Subcutaneously delivering 
medication for pain control

In palliative care, subcutaneous drug 

administration is often preferred to intravenous 

or intramuscular routes (Therapeutic Guidelines 

Ltd, 2016f).  The subcutaneous route has equal 

efficacy to the intravenous route. 

Subcutaneous administration:

• Costs less

• Less invasive

• Lower risk of infection

• Often less painful

• May reduce distress and discomfort.

(Brant, 2012; Therapeutic Guidelines Ltd, 2016f).

At the completion of this session, you should be able to:

• Describe indications for intima subcutaneous lines for pain relief, anti-nausea and 
steroid injections

• Describe indications  and contraindications for use of syringe drivers in 
administration of pain medication.

TOPIC 4 SESSION 4  
4.4 Subcutaneous infusions

 Activity

Search and find

Access local clinical guidelines or policies or 

current evidence on subcutaneous infusions.

Example: https://www.health.qld.gov.au/__

data/assets/pdf_file/0026/152909/modules.

pdf

Summarise evidence-based practice points 

for the following:

• Indications for using a subcutaneous 
route for pain relief

• Contraindications for using a 
subcutaneous route

• Selecting a subcutaneous cannula site

• Assessing subcutaneous cannula site.
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 Teacher notes

Option for group work

Break the group into four smaller sub-groups 

and ask each smaller group to summarise one 

point each.  Ask the groups to report their 

summaries back to each other.  

Ensure you have accessed local clinical 

guidelines or policies from the student’s future 

potential placement areas to facilitate their 

understanding of what these guidelines and 

policies would look like.

Suggested responses:

Indications for using a subcutaneous route 
for pain relief 
- Person unable to swallow 
- Cachexia 
- Individual preference or request (eg, if  a large  
   number of tablets) 
- Fear or pain associated with 
   repeated injections 
- Infection at IV or IM sites 
- Severe weakness 
- Altered level of consciousness 
- Bowel obstruction 
- Gut malabsorption 
- Intractable nausea and vomiting. 
(Dickman & Schneider, 2016).

Contraindications for using a subcutaneous 
route 
- Lack of consent from the person or 
   substitute decision-maker  
- Other more appropriate routes  
   of administration are available.  
(Haberecht et al., 2010).

Selecting a subcutaneous cannula site: 

- Is the person ambulatory, agitated and/or 
distressed? 
- Chest and abdomen preferred sites for 
ambulant people 
- Arm and thigh may be used in bed-bound 
individuals 
- Scapula area may be used if person is 
agitated and is prone to removing the cannula 
- Use an area with good depth of subcutaneous 
fat

Avoid:

• Lymphoedematous areas, 
- Broken infected, bruised or  
   irradiated skin, 
- Bony prominences, close proximity to  
   a joint or skin folds, 
- Tumour sites, 
- Scar tissue

• Rotate the injection sites to reduce 
 local reactions 
- Be aware of the people’s sleeping 
   habits so as not to place where it  
   will cause pain or blockage if it is  
   laid upon.

(Haberecht et al., 2010; Therapeutic Guidelines Ltd, 

2016f).

Assessing subcutaneous cannula site 

Ongoing assessment of the site is necessary 

to ensure the patency of the cannula and early 

identification and prevention of site related 

complications. In the clinical setting, fourth 

hourly observation of the cannula insertion 

site should be undertaken (Haberecht et al., 

2010). It is important to document the insertion 

date and details of cannula site assessment 

in the person’s notes. In addition to site 

assessment, nurses need to assess whether 

the persons pain and other symptoms are 

controlled. 

When inspecting the site, check for:

• Tenderness or hardness at site

• Presence of haematoma

• Leakage at insertion site

• Swelling

• Erythema

• The presence of blood in the tubing

• Displacement of the cannula.  
(Haberecht et al., 2010)

Pain or discomfort when injecting through the 

cannula should be reported.
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The use of subcutaneous cannulas and infusion 

devices is not limited to administration 

of analgesia. Medication to control other 

symptoms, such as nausea, vomiting, dyspnoea, 

agitation, delirium and end-of-life phase ‘noisy 

breathing’ can also be prescribed for continuous 

subcutaneous infusions and administered in the 

same syringe. Two to three different medications 

are often combined (Haberecht et al., 2010).  

Medications given in combination should be 

reviewed to ensure they are compatible.

Common medications include:

• Morphine Sulphate/Tartrate (an opioid)

• Hydromorphone (Dilaudid, an opioid)

• Haloperidol (Serenace, an antipsychotic/
antiemetic)

• Midazolam (Hypnovel, a short acting 
benzodiazepine)

• Metoclopramide (Maxolon, an antiemetic)

• Hyoscine Hydrobromide (Hyoscine, an 
antimuscarinic/antiemetic)

• Clonazepam (Rivotril, a benzodiazepine)

• Hyoscine Butylbromide (Buscopan, an 
antimuscarinic)

• Fentanyl (an opioid)

• Dexamethsone (Corticosteroid).

(Haberecht et al., 2010)

Intermittent subcutaneous injections can 

be administered as direct injection into 

the subcutaneous tissue or injection via an 

indwelling subcutaneous cannula. If the person 

has a continuous infusion, there may be a side 

port on the infusion set. Local policy governs 

whether other medication can be injected via a 

side port. 

Subcutaneous administration for 
treating other symptoms

Continuous subcutaneous  
drug administration 

This involves the use of a syringe driver, a small 

portable battery-driven pump, which delivers 

medication, generally over 24 hours. Syringe 

drivers deliver continuous administration of 

medication, reducing peaks and troughs in 

symptom control. The decision to commence a 

subcutaneous infusion of medication should be 

made after careful assessment and review by 

health professionals involved in the person’s care, 

the person, and family/carer.

Indicators for using a syringe driver include:

• Effective symptom management

• Reliable delivery of dosage

• Increased comfort  (reduced injections)

• Ability to combine drugs using one device

• Individuals independence and mobility 
(syringe driver is lightweight and portable)

• Convenience – filled once daily.

Using syringe drivers to deliver effective 

symptom control is standard and accepted 

practice in providing palliative care, and while 

syringe drivers provide many benefits, they are 

not without limitations. 

Contraindications and limitations of using a 

syringe driver include:

• Inflexibility of prescription 

• Fear and concern associated with disease 
progression

• Training is required for individuals and carers

• Technical problems (flat battery, leaking 
connection)

• Skin reactions at the site of the infusion

• Person may find it inconvenient to carry 
around

• Safety issues

• Reduction in person’s sense of control 
(unable to manage own medications)

• Infusion devices must not be immersed 
in water and may be damaged by steam. 
Clear instructions should be given for 
disconnecting and reconnecting from device 
for showering.

(Haberecht et al., 2010; Therapeutic Guidelines Ltd, 2016f)
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 Activity

Infusion devices

Research all four current infusion devices 

and gain an understanding of how they are 

used. 

Brands and models to research include:

• CME – Niki T34

• CADD – Legacy PCA pump

• Hospira – Gemstar

• WalkMed – Ambulatory Infusion Pumps.

 Teacher notes

Suggested resource: 

https://www.health.qld.gov.au/cpcre/

subcutaneous/printdocs

Ensure you have accessed local infusion 

device information from the student’s 

future potential placement areas to 

facilitate their understanding of the pumps 

they may be using for placement.  

Option for group work.

Break the group into four smaller sub-

groups, ask each smaller group to research, 

and gain basic understanding of how one of 

the pumps work.  

Ask the groups to report their summaries 

back to each other.

Supporting carers 

Family members, who are involved in providing 

supportive care to their loved ones, particularly 

if they are cared for at home, may suffer from 

stress and anxiety at having to care for a syringe 

driver. They may be uncertain of the medications 

and dosages delivered, including fears of 

overdosing their family member. A community 

nursing service should be engaged to commence, 

reload and monitor the syringe driver on a daily 

basis.
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 Additional resources 

The carer’s role will be to monitor the 

device, subcutaneous line and insertion 

point for leaks, kinks, infection and to check 

that the device is working correctly. The 

carer may also be required to administer 

injections for ‘as needed’ medication. 

Managing polypharmacy and injecting their 

loved ones can be a source of great stress 

to the carer (Israel, Reymond, Slade, Menadue, 

& Charles, 2008) however, it has also been 

reported as giving value and empowerment 

to the caring role (Sheehy-Skeffington, McLean, 

Bramwell, O’Leary, & O’Gorman, 2014). 

Carers require support and education and, 

if possible, a 24 hour contact for afterhours 

concerns. 

Before setting up a syringe driver, it is 

important to explain the rationale for its 

use and to provide information about the 

medication and management of the syringe 

driver. Information and education may 

enhance carers’ confidence about the use 

of the syringe driver (Wilkinson & Vember, 

2013).  Information given when a person is 

unwell and/or the carer is anxious may need 

to be repeated and reinforced (Haberecht 

et al., 2010).  It is helpful to provide written 

information for persons to refer to at a time 

of convenience. 
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 Activity

Franks concerns

Discuss possible responses to Franks 

questions. 

‘How will we know it is all working and Barb is 
getting enough medicine?;

Suggested response:

You should regularly check the subcutaneous 

line and insertion point for leaks, kinks, 

redness or swelling and check that the device 

is working correctly. 

Assessment of  Barb’s pain and nausea will let 

us know if the medication is working and her 

symptoms are relieved.

If Barb experiences no relief from her pain 

then it is not working well enough.

If Barb is too sleepy and drowsy then she is 

getting too much.

 ‘What happens if she needs more medicine?’

Suggested response:

Medication doses can be titrated up as 

needed. 

Small doses of ‘breakthrough’ medication can 

be given by injection.

‘How does my wife have a shower with it in?’

Suggested response:

Infusion devices must not be immersed in 

water and may be damaged by steam. In 

the community persons and carers may be 

given clear written instructions regarding 

disconnection from the infusion device for 

the purpose of showering and reconnection 

afterwards. The period of disconnection 

should be as brief as possible (Haberecht et al., 

2010).

You have been caring for Barb, a 72-year-old 

woman with advanced breast cancer and 

multiple metastases. Barb has deteriorated 

and her pain and nausea symptoms have 

recently worsened. In the outpatient setting, 

the multidisciplinary team reviews the 

treatment plan in collaboration with Frank 

and Barb. A new plan includes commencing a 

subcutaneous infusion of Morphine Sulphate 

and Metoclopramide. Barb is also prescribed 

PRN pain medication for breakthrough pain. 

Supporting Frank and Barb 
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Summary 

Many factors, including the needs and 

concerns of the person, fmaily and and carer 

must be considered when deciding to use  the 

subcutaneous route. In this session, we discussed 

the administration of subcutaneous infusions 

or syringe drivers for managing pain and other 

symptoms, and possible side effects.

 Thinking point

Barb’s community support

If Barb lived in your local area, what 

community supports would be available to 

assist her and her family to go home with a 

subcutaneous syringe driver?

• https://palliativecareeducation.
com.au/course/view.php?id=48
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Resources

Review the video from caring@home explaining how healthcare 
professionals can support carers at home.

https://vimeo.com/280279218   
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This session uses resources from the PCC4U 

simulation scenario elearning module. The 

simulation scenario elearning module contains 

instructions, videos and clinical documents 

required to implement and facilitate a palliative 

care simulated learning activity. The learning 

activities focus specifically on developing 

PCC4U capabilities relating to assessment and 

management of symptoms and communication in 

the context of existential challenges.  

The palliative care simulated scenario is based 

upon use of an advanced patient simulator 

using a mannequin, associated software and 

clinical laboratory set up. The scenario and 

accompanying activities align with best practice 

policies and procedures for implementing student 

centred simulation activities, including scenario 

set up and student and facilitator pre-briefing and 

de-briefing. 

This resource provides a framework and 

underpinning content to support those new to 

simulation. The module takes the teaching staff, 

step-by-step through the simulated learning 

experience. Elements of the elearning module 

can be used as a teaching and learning resource. 

While the simulation scenario is designed to be 

used in a simulated environment, the elearning 

module with accompanying scenario videos and 

clinical documents can also be used in face-to-

face and online learning.

At the completion of this session, you should be able to:

• Demonstrate evidence-based assessment and management of pain for a person 
requiring end-of-life care.

TOPIC 4 SESSION 5  
4.5 Simulation of pain assessment  

and management

Focus of learning:

• Assessing and managing pain with 
pharmacological and complimentary 
considerations

• Communicating with people with life-
limiting illnesses

• Working effectively in a team.

The simulation scenario elearning module can 

be accessed via the PCC4U website. https://

palliativecareeducation.com.au/mod/scorm/

view.php?id=669
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 Transcript   

Handover transcript

Geoff Holder, 52-year-old admitted early this morning from 

the emergency department.

History of pancreatic cancer, diagnosed six-months-ago, 

underwent Whipple’s procedure with good outcomes initially.  

Geoff was able to continue working from home, but now is 

extremely fatigued, cannot undertake activities of daily living 

and has increased pain. He also has Diabetes Mellitus type II, 

not well controlled. 

He presented to the emergency department at 1800hrs for pain 

control and reluctantly consented to admission for review by 

the palliative care team today. He has not accepted community 

services, including community palliative care services, to date. 

His care has been managed by the GP since his discharge after 

the Whipples procedure. His medications from home (Ordine) 

have been brought in and are locked in the controlled drugs 

cupboard. He has an Acute Resuscitation Plan and is not for 

active resuscitation.

Since being on the ward he has had two episodes of break 

through pain (9/10) that he was given oral analgesia for, the 

first at 0230hrs of 5 mg of Ordine and another 5mg of Ordine 

at 0500hrs. This reduced his pain to a score of 4/10, but the 

pain continues to worsen. He says his pain score goal is to 

remain below 3/10. He has been too fatigued to mobilise to 

the toilet. His blood sugar level was 8.2mmol/L at 0600 hrs, 

and this is being checked three times daily. 

I understand that you are looking after Geoff this morning. 

Can you please get him ready for breakfast and check on 

his pain level?  He is for review by the palliative care team 

later today. The ward admission process will also need to 

be completed.  The form is there as we couldn’t get it all 

completed at 0200hrs this morning.

I am really concerned about Geoff and his wife. He seems 

very angry about everything and I am unsure why this might 

be particularly directed towards his wife. He has refused all 

offers for food and fluid overnight and is extremely focused 

on controlling his pain so he can go home. He does not want to 

be here and has expressed quite clearly that he wants to die 

at home.
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 Video

Geoff is admitted (2.17min)

https://www.youtube.com/watch?v=ZlS_

gkKlpkI&t=4s

You are working an early shift and Geoff 

Holder is handed over by the paramedic 

team and admitted to your ward area. 

 Teacher notes

To assist your presentation of this activity 

you may choose to print the handover notes 

(one for each student) and then give the 

students time to colour code the physical 

and psychosocial factors independently or 

in small groups.  

Once the group has completed the task, you 

could then discuss their results as a group 

and note the answers on a whiteboard to 

ensure students have similar understanding 

of the physical and psychological factors.

Print

 Geoff Holder handover notes

GEOFF HOLDER’S HANDOVER 

'Geoff Holder, 52-year-old admitted early this morning from the emergency department.

History of pancreatic cancer, diagnosed six months ago, underwent Whipple’s procedure 
with good outcomes initially.  Geoff was able to continue working from home, but now is 
extremely fatigued, cannot undertake activities of daily living and has increased pain. He 
also has Diabetes Mellitus type II, not well controlled.

He presented to the emergency department at 1800hrs for pain control and reluctantly 
consented to admission for review by the palliative care team today. He has not accepted 
community services, including community palliative care services, to date. His care has been 
managed by the GP since his discharge after the Whipples procedure. His medications from 
home (Ordine) have been brought in and are locked in the controlled drugs cupboard. He has 
an Acute Resuscitation Plan and is not for active resuscitation. 

Since being on the ward he has had two episodes of break through pain (9/10) that he was 
given oral analgesia for, the first at 0230hrs, 5mg of Ordine and another 5mg of Ordine at 
0500hrs. This reduced his pain to a score of 4/10, but the pain continues to worsen. He says 
his pain score goal is to remain below 3/10. He has been too fatigued to mobilise to the 
toilet. His blood sugar level was 8.2mmol/L at 0600 hrs, and this is being checked three times 
daily.  

I understand that you are looking after Geoff this morning. Can you please get him ready for 
breakfast and check on his pain level?  He is for review by the palliative care team later 
today. The ward admission process will also need to be completed.  The form is there as we 
couldn’t get it all completed at 0200hrs this morning. 

I am really concerned about Geoff and his wife. He seems very angry about everything and I 
am unsure why this might be particularly directed towards his wife. He has refused all offers 
for food and fluid overnight and is extremely focused on controlling his pain so he can go 
home. He does not want to be here and has expressed quite clearly that he wants to die at 
home. 

I have started the care plan for today and the admission form and patient risk assessment, 
but have not been able to complete them.'
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 Activity

Geoff’s handover

Using two colours highlight the physical and 

the psychological factors that are relevant for 

Geoff’s pain assessment. 

Suggested answer template

Physical 

Psychosocial

Geoff Holder handover

‘Geoff Holder, 52-year-old admitted early this 

morning from the emergency department.

History of pancreatic cancer, diagnosed six 

months ago, underwent Whipple’s procedure 

with good outcomes initially.  Geoff was able 

to continue working from home, but now 

is extremely fatigued, cannot undertake 

activities of daily living and has increased pain. 

He also has Diabetes Mellitus type II, not well 

controlled. 

He presented to the emergency department 

at 1800hrs for pain control and reluctantly 

consented to admission for review by the 

palliative care team today. He has not accepted 

community services, including community 

palliative care services, to date. His care has 

been managed by the GP since his discharge 

after the Whipples procedure. His medications 

from home (Ordine) have been brought in and 

are locked in the controlled drugs cupboard. 

He has an Acute Resuscitation Plan and is not 

for active resuscitation.

Since being on the ward he has had two 

episodes of break through pain (9/10) that 

he was given oral analgesia for, the first at 

0230hrs of 5 mg of Ordine and another 5mg 

of Ordine at 0500hrs. This reduced his pain 

to a score of 4/10, but the pain continues 

to worsen. He says his pain score goal is 

to remain below 3/10. He has been too 

fatigued to mobilise to the toilet. His blood 

sugar level was 8.2mmol/L at 0600 hrs, and 

this is being checked three times daily. 

I understand that you are looking after 

Geoff this morning. Can you please get him 

ready for breakfast and check on his pain 

level?  He is for review by the palliative 

care team later today. The ward admission 

process will also need to be completed.  

The form is there as we couldn’t get it all 

completed at 0200hrs this morning.

I am really concerned about Geoff and 

his wife. He seems very angry about 

everything and I am unsure why this might 

be particularly directed towards his wife. 

He has refused all offers for food and fluid 

overnight and is extremely focused on 

controlling his pain so he can go home. He 

does not want to be here and has expressed 

quite clearly that he wants to die at home.’
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 Activity (...cont)

Geoff’s handover

• Using two new colours, highlight the 
objective and subjective data relevant to 
Geoff’s pain assessment

• Was it easy to determine which data was 
objective or subjective? Why or why not?

Suggested answer template

Subjective 

Objective 

Geoff Holder handover

‘Geoff Holder, 52-year-old admitted early this 

morning from the emergency department.

History of pancreatic cancer, diagnosed six 

months ago, underwent Whipple’s procedure 

with good outcomes initially.  Geoff was able 

to continue working from home, but now 

is extremely fatigued, cannot undertake 

activities of daily living and has increased pain. 

He also has Diabetes Mellitus type II, not well 

controlled. 

He presented to the emergency department 

at 1800hrs for pain control and reluctantly 

consented to admission for review by the 

palliative care team today. He has not accepted 

community services, including community 

palliative care services, to date. His care has 

been managed by the GP since his discharge 

after the Whipples procedure. His medications 

from home (Ordine) have been brought in and 

are locked in the controlled drugs cupboard. 

He has an Acute Resuscitation Plan and is not 

for active resuscitation.

Since being on the ward he has had two 

episodes of break through pain (9/10) that 

he was given oral analgesia for, the first at 

0230hrs of 5 mg of Ordine and another 5mg 

of Ordine at 0500hrs. This reduced his pain 

to a score of 4/10, but the pain continues 

to worsen. He says his pain score goal is 

to remain below 3/10. He has been too 

fatigued to mobilise to the toilet. His blood 

sugar level was 8.2mmol/L at 0600 hrs, and 

this is being checked three times daily. 

I understand that you are looking after 

Geoff this morning. Can you please get him 

ready for breakfast and check on his pain 

level?  He is for review by the palliative 

care team later today. The ward admission 

process will also need to be completed.  

The form is there as we couldn’t get it all 

completed at 0200hrs this morning.

I am really concerned about Geoff and 

his wife. He seems very angry about 

everything and I am unsure why this might 

be particularly directed towards his wife. 

He has refused all offers for food and fluid 

overnight and is extremely focused on 

controlling his pain so he can go home. He 

does not want to be here and has expressed 

quite clearly that he wants to die at home.’

178 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)



 Video

Simulation one

https://www.youtube.com/watch?v=kkrZZPo1JdM

Simulation session with no feedback (student) 

– Doesn’t meet learning objectives

Geoff’s assessment

Now that Geoff has been admitted, it is time 

for nursing staff to assess his pain. You will now 

see two simulations of Geoff’s assessment, pay 

attention to the differences between them.
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 Transcript   

Simulation scenario (Doesn’t meet learning objectives)

What happens when Geoff’s pain is not acknowledged 

and the focus is on tasks? (4.53 mins)

Nurse 1(Thea): OK guys we have Geoff Holder with us here

Geoff: GROAN I need some pain relief

Nurse 1(Thea): He’s come in in the early hours of the morning 
complaining of a bit of pain, so let’s have a little look and see 
what has been done with Geoff so far

Geoff: Can you give me something for the pain now? Are you 
listening to me? I’ve got so much pain, can you get me some 
pain relief please?

Nurse 1(Thea): So I understand he’s had something already, 
ok so he’s had…

Geoff: No I had it hours ago, I need it again now

Nurse 1(Thea): He’s had 5mg of Ordine at 5am

Geoff: Aaahh

Nurse 1(Thea): And he’s due to have some MS Contin at 8am, 
so really we’ve got another hour before we can give it

Geoff: No but that’s too far away, I need that now. Look, 
you’re not listening to me – I need the pain relief now

Nurse 1(Thea): OK so we are listening that you need pain 
relief Geoff but we cannot give it to you just yet, so there’s 
just going to be a small wait

Geoff: Why not? Why? It’s written up?

Nurse 1(Thea): And then we’ll be able to give you the 
medication that you need

Geoff: No Aaaahh you’ve got to phone a doctor, get a doctor, 
get the pain relief

Nurse 1(Thea): No no sorry, the doctor will be on morning 
rounds at the moment, so there’s probably no point in calling 
him.

Geoff: Well forget about that I can’t sit here and be in pain 
that’s ridiculous – come on 

Nurse 1(Thea): Umm sorry CC would you like to just start 
doing some obs on Geoff we’ll get those charted

Geoff: No I don’t want the obs done I want the pain relief you 
need to call the doctor and get pain relief 

Geoff: Get me some pain relief please this is excruciating, its 9 
out of 10, it’s like I told you it’s really high, its bad pain

Nurse 2 (CC): Geoff I’m going to do your blood pressure

Nurse 1(Thea): OK yep so Geoff’s IV is running exactly as 
charted, so that’s good

Geoff: You’re not listening to me again I’m telling you I’ve got 
really bad pain, come on

Nurse 1(Thea): Ok, ok I can hear what you’re saying but we 
just need to follow our paperwork at this point in time Geoff 
and then we will be able to sort that out

Geoff: Forget about that I want you to do something about 
my pain, phone the doctor

Nurse 1(Thea): Geoff has a ...at 4 o’clock this morning he had 
a BSL of 8.2 so we probably need to check that again cos he is 
diabetic

Geoff: Aaargh, Come on do something about the pain please 
forget about whatever you want to do with your paperwork, I 
need help here

Nurse 1(Thea): The more upset you’re getting Geoff the 
worse pain you will be in so I suggest you just calm down a 
little bit

Geoff: Well this is the worst pain I’m in - I’m telling you its 
excruciating on my left side. I’m in excruciating pain, get the 
doctor now

Nurse 1(Thea): Ok so what was that BP CC?

Nurse 2 (CC): Its 120 over 95 

Nurse 1(Thea): Ok great

Nurse 3 (Rebecca): Its 7.9

Nurse 1(Thea): Ok thank you

Geoff: Get me a  phone, I’ll ring my wife – I’ll tell my wife to 
come and get me Are you listening to me? I’m telling you I 
want to get my wife here, I want to phone her I want a phone 
now Im going to ring her to come and get me I’m going to go 
home… I’ve had enough of this

Nurse 2 (CC): Put this in your ear Geoff

Nurse 1(Thea): Just let CC do these obs Geoff and then we’ll 
see if we can ring your wife

Nurse 2 (CC): Ok temperature is 37.2

Geoff: I want pain relief, get the doctor to get me the pain 
relief and I’ll go home I’ll get better care at home, I’ll get the 
pain relief I’ll do it myself

Nurse 2 (CC): Put this on your finger

Nurse 1(Thea): Yep so do that and then…

Geoff: Are you listening again? Forget about your obs stuff, I 
want pain relief, I’m in pain!

Nurse 1(Thea): No we really need to work through our 
paperwork Geoff I’m sorry but… it has to be documented 
appropriately before we do anything else
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Geoff: I don’t care about that I’m in excruciating pain, you’re 
not listening to me

Nurse 2 (CC): Oxygen is 98

Nurse 1(Thea): Ok great thankyou

Geoff: Do you people give a damn about me? Do you care at 
all?

Nurse 1(Thea): Do you want to check his pulse?

Geoff: I’m in excruciating pain here

Nurse 2 (CC): Yes I’m going to check that now [pulse]

Geoff: Are you going to help me? Well get me a phone, get the 
phone now I’ll ring my wife

Nurse 1(Thea): We are here to help you Geoff we just 
need to do things in the correct order and according to the 
documentation

Geoff: Forget your order, I’m in pain, I want some pain relief 
you get the doctor, I’ll phone my wife I’ll get the pain relief and 
go home

Nurse 2 (CC): His rate is 135

Nurse 1(Thea): Ok so Geoff you’ve got quite a high pulse rate I 
think you just need to calm down before something happens

Geoff: Well no wonder I’ve got a bloody high pulse rate you 
won’t give me anything for the pain! I’m in pain

Nurse 1(Thea): Well we are going to give you something as 
charted but it’s just a matter of waiting a little while before we 
can do that

Geoff: Well ring the doctor, its simple, ring the doctor, talk to 
him tell him I’m in this pain, I’m sitting here, its excruciating I’m 
telling you

Nurse 1(Thea): And I’ve explained that the doctor is on 
morning rounds, the doctor’s not available at this point in time

Geoff: Huh! Well I don’t understand that, that doesn’t make 
sense, come on it’s written up in the charts there, whatever 
you use, just, just get me something for the pain

Nurse 3 (Rebecca): Geoff I’m just going to go get your 
breakfast now

Nurse 1(Thea): Oh that’s a good idea

Geoff: Ohhh I don’t want breakfast, I’ve got pain, I want 
something for the pain

Nurse 2 (CC): Breakfast is good for you

Nurse 1(Thea): Yeah just try and eat something – you might 
feel a bit better once you’ve had something to eat

Geoff: Aahhh no, don’t even bother, I’m not eating the food, 
forget about it, don’t even bother,

Nurse 1(Thea): Ok well if you don’t feel like eating at the 
moment, you know hopefully you will soon.

Geoff: I’m not eating at all I’m in severe pain, I want something 
for the pain, Please get me something for the pain,  I’ve asked 
you nicely

Nurse 3 (Rebecca): I’m just going to leave it down here

Nurse 3 (Rebecca): We’re still going to be waiting the 45 
minutes until the doctor comes so…

Geoff: Aahhh I cannot, you’ve got to be kidding

Nurse 3 (Rebecca): No I’m not joking you have to just wait

Geoff: I cannot wait 45 mins you need to give me some 
medication

Nurse 1(Thea): Ok well we might just let you sit there and 
have your breakfast for a little while,

Geoff: No I’m not sitting here at all, I’m asking you you give me 

the phone, I’ll ring my wife and I’ll get out of here, I’ll go home

Nurse 1(Thea): Well you’re entitled to call your wife if that’s 

what you’d like

Geoff: I want to call her you get a phone and then you ring the 

doctor to get me the pain relief

Nurse 1(Thea): We need to go off and take care of some other 

things at the moment, and so we’ll be back shortly ok

Geoff: Alright great, well get the pain relief

Nurse 1(Thea): Alright, so we’ll see you soon Geoff

Geoff: Get me some pain relief, don’t just leave me
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 Thinking point

Simulation one

Do you think that the healthcare workers in 

this simulation handled the situation well?

Suggested response:

The students could have been more 

responsive to Geoff’s needs. 

Some positive aspects could include: 

• Clinical information was interpreted

• Demonstrated team leadership

• Clinical interventions undertaken.

What do you think the healthcare workers 

could have done differently to meet Geoff’s 

needs?

Suggested response:

• Prioritise pain relief 

• Use palliative care assessment tool 

• Acknowledge distress and provide 
comfort for Geoff and his family 

• Create a rapport to ensure open lines of 
communication 

• Acknowledge psychosocial needs and 
listen to concerns 

• Advocate for responses to Geoff’s 
needs with the healthcare team

• Consider referrals to specialist 
services eg social worker, pastoral care, 
psychology support 

• Consider alternative route and 
medication to relieve pain quickly as 
Geoff very distressed.
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 Video

Simulation two

https://www.youtube.com/

watch?v=oLxgo75copQ&t=2s

Simulation session - student meets learning 

objectives
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 Transcript   

Simulation scenario (DOES meet learning objectives) 

(7.08 mins)

Nurse 1(Thea): Hi Geoff, my names Thea, and this is Rebecca 
and this is CC and we’ll be looking after you today.  How are 
you feeling at the moment?

Geoff: I’ve got lots of pain…you’ve got the pain relief? Ohhh I 
need the pain relief

Nurse 1(Thea): Can you please describe the pain to me? Like 
where is it situated?

Geoff: It’s in my left side, it’s going to my right side, its deep 
pain, you know, I’ve got this pain

Nurse 1(Thea): Ok so how long have you had the pain for?

Geoff: Ohhh I don’t know – I’ve had it on and off now for 
months

Nurse 1(Thea): Ok righteo.  On a scale of 1 to 10, if 1 is not 
much at all and 10 is quite severe, or very very severe, what 
would you say it is at the moment?

Geoff: It’s a 9 it’s definitely a 9 out of 10

Nurse 1(Thea): Ok so that sounds really bad

Geoff: Yeah I need something for it

Nurse 1(Thea): Ok so Rebecca is just having a look to see 
what you’ve previously had and what you can have to make 
that better for you

Geoff: There should be stuff there,

Nurse 3 (Rebecca): so Geoff at 5 o’clock you had some 
Ordine, did that relieve the pain at all or did it help?

Geoff: It did then, it took it down, but now it’s back I need 
something for it now

Nurse 3 (Rebecca): It did? Ok so it’s charted a little bit early 
for you to have, but I could call the doctor up now and see if 
we can give it to you now

Geoff: yeah do that, do that

Nurse 1(Thea): That sounds like a great idea, so if you want 
to make that call Rebecca, CC can you please do some obs on 
Geoff and see how he’s travelling at the moment?

Geoff: Groan groan

Nurse 2 (CC): Hi Geoff I’m CC just going to do a set of 
observations on you, is that ok for you Geoff?

Geoff: Yeah

Nurse 2 (CC): The first thing is to do the blood pressure, so I’m 
just going to put this cuff around your arms, just lift up your 
sleeve a little bit

Geoff: Groan groan

Nurse 2 (CC): And put the stethoscope on this… under the 
cuff, it’s a little bit cold Geoff

Nurse 1(Thea): I’m getting the feeling that your feeling quite 
anxious about that, is that mostly to do with the pain or is 

there something else?

Geoff: I’m still concerned about the pain, but I’ve got all these 
other things that I’m worried about, but  I really want to get 
home

Nurse 1(Thea): Ok – so really important for you to go home

Nurse 2 (CC): I’ll take this off Geoff

Nurse 1(Thea): What did the Doctor say Rebecca?

Nurse 3 (Rebecca): Ok so Geoff so I’ve just spoken to the 
Doctor and he’s happy for us to give you the 5mg of Ordine 
now

Nurse 1(Thea): Ok so that’s great

Nurse 3 (Rebecca): Ok so we’re just going to…

Geoff: Ohhh good yeah, I need it I need it now

Nurse 1(Thea): Alright we’ll be back in a second, we’ll just get 
that now for you Geoff

Geoff: Yeah

Nurse 2 (CC): Ok Geoff I’m just going to put this on one of 
your fingers to check your oxygen level is that alright?

Geoff: Yeah

Geoff: Aahhh groan

Nurse 2 (CC): Alright the oxygen level is 98% which is perfect, 
thank you very much Geoff

Geoff: Yeah

Nurse 1(Thea): Ok great, we’ve got your pain relief ready now 
Geoff so we’re just going to check your details

Geoff: Oh good good I need it now

Nurse 1(Thea): Can you please tell us your name and date of 
birth

Geoff: Geoff Holder 7th of November 1960

Nurse 3 (Rebecca): And..UR number 106425

Nurse 1(Thea): That’s right

Nurse 3 (Rebecca): Do you have any allergies

Geoff: No

Nurse 1(Thea): ok great I’m just going to give you this now

Geoff: I’ll just sign that

Nurse 1(Thea): Yep, ok. There we go

Nurse 2 (CC): I’m going to put the thermometer in your ear 
Geoff, just to take your temperature

Geoff: yeah 

Nurse 2 (CC): alright the temperature is quite good, and I’ll 
count your pulse rate Geoff
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Geoff: Yeah

Nurse 1(Thea): Yep, so Geoff’s fluid is going exactly as charted 
so that’s great, and I noticed that you are diabetic Geoff…

Geoff: Yes

Nurse 1(Thea): …and that your Blood sugar level was 8.2 at 4 
o’clock this morning,

Geoff: Yeah

Nurse 1(Thea): Ok So I think the best thing for us to do is 
possibly get another blood sugar level, So Rebecca is going to 
sort that out for us

Geoff: Yeah right

Nurse 1(Thea): Sorry what was, you got that pulse for us CC?

Nurse 2 (CC): Ah the pulse is 110, it’s a bit tachycardic

Nurse 1(Thea): Yeah possibly, because he’s in, you’re in a bit of 
pain aren’t you Geoff?

Geoff: I’m in lots of pain yeah

Nurse 3 (Rebecca): Ok Geoff I’m just going to take your blood 
sugar, is that alright with you? 

Geoff: Yeah

Nurse 3 (Rebecca): OK so it’s just going to be a bit of a prick in 
your finger… ok 7.9

Nurse 1(Thea): Ok great thankyou

Nurse 1(Thea): Alright then… so how are you feeling in terms 
of your pain?

Geoff: It’s still there, but I’m feeling better, but I don’t want to 
talk about it – I’ve still got so much pain

Nurse 1(Thea): That’s alright, well chat about it a little bit 
more in a few minutes and see how you’re going then, how’s 
that sound?

Geoff: Yep

Nurse 3 (Rebecca): Geoff do you think you’d be able to eat 
anything at the moment? Breakfast is ready, do you think you 
could have a little bit at the moment?

Geoff: Ohhh Not just at the minute no

Nurse 1(Thea): Well if you let us know when you’re starting 
to feel hungry, it’s there waiting for you anyway.  So is there 
anything else you’d like to chat about at the moment in terms 
of your pain or what’s happening at home?

Geoff: I am worried about things yes, I’m worried about the 
pain, and I need to get home, I don’t want to be in hospital,  I 
don’t want to die in hospital  I want to be with my family and 
make sure they’re ok. I’ve got an 8 year old son called Ben, and 
he’s just a joy and I’ve been able to have a great life with my 
second wife and with him and I’ve obviously got to make sure 
that the business and everything for future is set up for my 
wife and my children and make sure they’re taken care of you 
know that’s pretty important to me as well, and I just want to 

make sure that they know I’ve done something, you know now 
and I can do something while I still can

Nurse 1(Thea): Ok we’ll leave you be for a little while and we’ll 
come back and check in soon

Geoff: Ok

Nurse 1(Thea): Ok thanks Geoff

Nurse 1(Thea): OK Geoff so it’s been about 15 minutes since 
we spoke to you last, how’s your pain going now?

Geoff: Yeah it’s down about 3 out of 10 now, I’ve got some 
relief

Nurse 1(Thea): Oh that’s great Ok so can you tell me again 
where the pain is please?

Geoff: Well it’s still in that left side, it’s a little bit to the right, 
but it’s not as bad as it was

Nurse 1(Thea): Ok so it’s still radiating, ok and it’s about 3 out 
of 10?

Geoff: Yeah

Nurse 1(Thea): Well that’s good to hear, so it’s really reduced, 
so um, do you think now that your pain has reduced quite a 
bit, do you think you might be able to try a bit of breakfast?

Geoff: Aah yeah maybe just a little bit to eat, but I need to 
have some sleep cos I just feel really tired now.

Nurse 1(Thea): Ok no problem, would you mind grabbing that 
Rebecca? So Rebecca will grab you a bit of breakfast, and we’ll 
just see whatever you can eat now and then maybe have a 
rest, I’ll just put down this side, great.

Nurse 3 (Rebecca): Just have a little bit of breakfast and then 
we’ll leave you alone for now

Geoff: ok

Nurse 1(Thea): Thanks a lot Geoff and we’ll see you soon.

PCC4U EN Toolkit Version 2– Implementation Guide (March 2021) 185 



 Thinking point

Simulation two

What difference do you notice in the 

healthcare workers’ communication here 

compared to the first simulation?

Suggested responses:

• Nurse presents self professionally

• Acknowledges Geoff’s pain

• Advocates on behalf of Geoff

• Provides effective team leadership

• Ensures consent prior to care activities

• Acknowledges anxiety and fear

• Acknowledges Geoff’s goals to get 
home

• Ensures medication safety

• Provides explanation for activities

• Prioritises care.

What other pain management approaches 

could have been offered to Geoff?

Suggested responses:

• Consider advocating for administration 
through a faster acting medication 
route 

• Consider hot packs, repositioning, 
music, aromatherapy, visualisation, and 
breathing techniques 

• Ask Geoff what has worked previously

• Encourage a carer to be present to 
provide support.
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 Thinking point

Supporting Geoff

What are possible reasons underpinning 

Geoff’s behaviour? 

Suggested responses:

• Fear

• Depression

• Lack of knowledge about what is 
happening 

• Feeling of loss that he cannot be the 
person he once was

• Feeling of loss for the change in his 
family because of his condition

• Loss of faith in his care 

• Desire to be in control of his own pain 
relief.

What else can be done within the Enrolled 

Nurse Standards for Practice?

Consider the following relevant EN 

Standards for Practice:

• Standard 2 - Practise nursing in a way 
that ensures the rights, confidentiality, 
dignity and respect of people are 
upheld

• Standard 4 -  Interprets information 
from a range of sources in order to 
contribute to planning appropriate care

• Standard 5 - Collaborates with the 
RN, the person receiving care and the 
healthcare team when developing plans 
of care

• Standard 7 - Communicates and uses 
documentation to inform and report 
care.

(Nursing and Midwifery Board of Australia (NMBA) 

2016).

Enrolled Nurse actions that will exhibit the 

above Standards for Practice:

• Take time to sit with Geoff

• Open and supportive communication 

• Reassure Geoff and provide the 
opportunity to discuss his fears and 
concerns eg,  Geoff may have fear 
related to regular medications not 
forthcoming (fear of pain medications 
being forgotten overnight)

• Identify concerns related to physical, 
emotional, spiritual needs

• Consider non-pharmacological 
approaches

• Thorough review of medication chart 
and progress notes for guidance on plan 
for uncontrolled pain 

• Refer to RN and treating team for 
review of medication

• Request permission to refer to specialist 
services for additional support (social 
worker regarding family concerns)

• Consider referral to diversional therapy

• Refer to pain / palliative care team if 
appropriate.

Summary

In this session, using a simulated case study, 

you were encouraged to experience and 

respond to the challenges of pain management 

and related emotional distress, and to reflect 

on professional responses in this scenario.

187 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)



Aktas, A., Walsh, D., & Rybicki, L. (2010). Symptom clusters: myth or reality? Palliative Medicine, 24(4), 

373-385. doi:10.1177/0269216310367842

BostrÖM, B., Sandh, M., Lundberg, D., & Fridlund, B. (2004). Cancer patients’ experiences of care related 

to pain management before and after palliative care referral. European Journal of Cancer Care, 13(3), 238-

245. doi:10.1111/j.1365-2354.2004.00465.x

Brant, J. (2012). Strategies to manage pain in palliative care. In M. O’Connor, S. Lee, & S. Aranda (Eds.), 

Palliative care nursing: A guide to practice (3 ed.). Ascot Vale, Vic: Ausmed Publications.

CareSearch. (2019a). Complementary Therapies. Clinical Evidence. Available at: https://www.caresearch.

com.au/caresearch/ClinicalPractice/PatientConsiderations/ComplementaryTherapies/tabid/1258/

Default.aspx

CareSearch. (2020b). Pain. Information for GP’s. Available at: https://www.caresearch.com.au/

caresearch/tabid/3469/Default.aspx

CareSearch. (2017c). Palliative Medications. Information for Nurses. Available at:   https://www.

caresearch.com.au/caresearch/tabid/1554/Default.aspx

CareSearch. (2020d). Symptom Management. Clinical Evidence. Available at:   https://www.caresearch.

com.au/caresearch/tabid/1466/Default.aspx

CareSearch. (2019e). Symptoms. Information for GPs. Available at:   https://www.caresearch.com.au/

caresearch/tabid/3398/Default.aspx

Chang, E., & Johnson, A. (2014). Chronic illness and disability: Principles for nursing practice: Elsevier 

Health Sciences.

Cheung, W. Y., Le, L. W., & Zimmermann, C. (2009). Symptom clusters in patients with advanced cancers.

Supportive Care in Cancer, 17(9), 1223-1230. doi:10.1007/s00520-009-0577-7

Deravin-Malone, L., Croxon, L., Macleay, M., & Anderson, J. (2016). End of life care. In L. Deravin-Malone 

& J. Anderson (Eds.), Chronic Care Nursing. A framework for practice (pp. 273-288). Port Melbourne: 

Cambridge University Press.

Dickman, A., & Schneider, J. (2016). The syringe driver: continuous subcutaneous infusions in palliative 

care. Oxford: Oxford University Press.

Fenwick, C. (2006). Assessing pain across the cultural gap: Central Australian Indigenous peoples’ pain 

assessment. Contemporary Nurse: A Journal for the Australian Nursing Profession, 22(2), 218-227. 

doi:10.5172/conu.2006.22.2.218

Green, E., Zwaal, C., Beals, C., Fitzgerald, B., Harle, I., Jones, J., . . . Wiernikowski, J. (2010). Cancer-related 

pain management: a report of evidence-based recommendations to guide practice. The Clinical journal of 

pain, 26(6), 449-462. doi:10.1097/AJP.0b013e3181dacd62

Haberecht, J., Kain, V., & Yates, P. (2010). Guidelines for Subcutaneous Infusion Device Management in 

Palliative Care (2nd Edition ed.). Queensland: Centre for Palliative Care Research and Education [CPCRE]

Healthline, 2020. Medication Administration: Why It’s Important to Take Drugs the Right Way.Available 

from: https://www.healthline.com/health/administration-of-medication

EN TOOLKIT    
Topic 4 References 

188 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)

https://www.caresearch.com.au/caresearch/ClinicalPractice/PatientConsiderations/ComplementaryTherapies/tabid/1258/Default.aspx
https://www.caresearch.com.au/caresearch/ClinicalPractice/PatientConsiderations/ComplementaryTherapies/tabid/1258/Default.aspx
https://www.caresearch.com.au/caresearch/ClinicalPractice/PatientConsiderations/ComplementaryTherapies/tabid/1258/Default.aspx
https://www.caresearch.com.au/caresearch/tabid/3469/Default.aspx
https://www.caresearch.com.au/caresearch/tabid/3469/Default.aspx
https://www.caresearch.com.au/caresearch/tabid/1554/Default.aspx
https://www.caresearch.com.au/caresearch/tabid/1554/Default.aspx
https://www.caresearch.com.au/caresearch/tabid/1466/Default.aspx
https://www.caresearch.com.au/caresearch/tabid/1466/Default.aspx
https://www.caresearch.com.au/caresearch/tabid/3398/Default.aspx
https://www.caresearch.com.au/caresearch/tabid/3398/Default.aspx
https://www.healthline.com/health/administration-of-medication


Israel, F., Reymond, L., Slade, G., Menadue, S., & Charles, M. A. (2008). Lay caregivers’ perspectives on 

injecting subcutaneous medications at home. International Journal of Palliative Nursing, 14(8), 390-395. 

doi:10.12968/ijpn.2008.14.8.30774

Kwekkeboom, K. L. (2016). Cancer Symptom Cluster Management. Seminars in Oncology Nursing, 

32(4), 373-382. doi:10.1016/j.soncn.2016.08.004

MacLeod, R., McAllum, C., & Swire, T. (2014). Pain Management in Palliative Care. New Zealand: 

Hammond Care.McGrath, P. (2007). ‘I don’t want to be in that big city; this is my country here’: research 

findings on Aboriginal peoples’ preference to die at home. Australian Journal of Rural Health, 15, 264-

268. doi:10.1111/j.1440-1584.2007.00904.x

McCaffery, M., & University of California, Los Angeles. (1968). Nursing practice theories related to 

cognition, bodily pain, and man-environment interactions. Los Angeles: UCLA Students’ Store.

McGrath, P. (2007). ‘I don’t want to be in that big city; this is my country here’: research findings 

on Aboriginal peoples’ preference to die at home. Australian Journal of Rural Health, 15, 264-268. 

doi:10.1111/j.1440-1584.2007.00904.x

McGrath, P. (2008). Family Caregiving for Aboriginal peoples during end of life: Findings from the 

Northern Territory. Journal of Rural and Tropical Public Health, 7, 1-10.

Nursing and Midwifery Board of Australia (NMBA). (2016). Standards for Practice: Enrolled Nurses. 

Available at:  https://www.nursingmidwiferyboard.gov.au/codes-guidelines-statements/professional-

standards/enrolled-nurse-standards-for-practice.aspx

O’Connor, M., Lee, S., & Aranda, S. (Eds.). (2012). Palliative Care Nursing: A guide to practice (3 ed.). 

Ascot Vale, Vic: Ausmed Publications.

Palliative Care Australia. (2015a). Facts about morphine and other opioids. Deakin, ACT. Available at: 

https://www.pallcaretas.org.au/wp-content/uploads/2019/07/pca002_facts-about-morphine_fa.pdf

Palliative Care Australia. (2015b). Learn more about pain management. Deakin, ACT. Available at: 

https://palliativecare.org.au/wp-content/uploads/2015/05/PCA002_Pain-Management_FA.pdf

 Palliative Care Australia. (2014). Bassam’s Story, YouTube. Available at: https://www.youtube.com/

watch?v=sDk4Zog_bHk&t=431s

Palliative Care Expert Group. (2016). Therapeutic Guidelines: palliative care (4 ed.). Melbourne: 

Therapeutic Guidelines Limited.

Patrick, D. L., Ferketich, S. L., Frame, P. S., Harris, J. J., Hendricks, C. B., Levin, B., . . . National Institutes 

of Health State-of-the-Science, P. (2003). National Institutes of Health State-of-the-Science Conference 

Statement: Symptom Management in Cancer: Pain, Depression, and Fatigue, July 15-17, 2002. Journal 

of the National Cancer Institute, 95(15), 1110-1117. doi:10.1093/jnci/djg014

Sheehy-Skeffington, B., McLean, S., Bramwell, M., O’Leary, N., & O’Gorman, A. (2014). Caregivers 

Experiences of Managing Medications for Palliative Care Patients at the End of Life: A Qualitative Study. 

American Journal of Hospice and Palliative Medicine, 31(2), 148-154. doi:10.1177/1049909113482514

PCC4U EN Toolkit Version 2– Implementation Guide (March 2021) 189 

https://www.nursingmidwiferyboard.gov.au/codes-guidelines-statements/professional-standards/enrolled-nurse-standards-for-practice.aspx
https://www.nursingmidwiferyboard.gov.au/codes-guidelines-statements/professional-standards/enrolled-nurse-standards-for-practice.aspx
https://www.pallcaretas.org.au/wp-content/uploads/2019/07/pca002_facts-about-morphine_fa.pdf
https://palliativecare.org.au/wp-content/uploads/2015/05/PCA002_Pain-Management_FA.pdf
https://www.youtube.com/watch?v=sDk4Zog_bHk&t=431s 
https://www.youtube.com/watch?v=sDk4Zog_bHk&t=431s 


Skerman, H. M., Yates, P. M., & Battistutta, D. (2012). Cancer-related symptom clusters for 

symptom management in outpatients after commencing adjuvant chemotherapy, at 6 months, and 

12 months. Supportive Care in Cancer, 20(1), 95-105. doi:10.1007/s00520-010-1070-z

Therapeutic Guidelines Ltd. (2020). Overview of assessing a patient with pain. Available at: 

https://tgldcdp.tg.org.au/viewTopic?topicfile=assessing-pain&guidelineName=Pain%20and%20

Analgesia#toc_d1e579

Therapeutic Guidelines Ltd. (2018a). Constipation: Background and initial management in palliative 

care. Available at: https://tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-gastrointestinal-

symptoms&guidelineName=Palliative%20Care#toc_d1e662

Therapeutic Guidelines Ltd. (2018b). Management of established constipation in palliative care. 

Available at:   https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20

Care&topicfile=palliative-care-gastrointestinal-symptoms&guidelineName=Palliative%20

Care&sectionId=toc_d1e912#toc_d1e912

Therapeutic Guidelines Ltd. (2018c). Opioid-induced constipation in palliative care. Available 

at: https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20

Care&topicfile=palliative-care-gastrointestinal-symptoms&guidelineName=Palliative%20

Care&sectionId=toc_d1e662#toc_d1e1105

Therapeutic Guidelines Ltd. (2020d). Pain: assessment in palliative care. Available at:   https://

tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-pain#toc_d1e47

Therapeutic Guidelines Ltd. (2020e). Pain: management in palliative care. Available at:    https://

tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-pain-management

Therapeutic Guidelines Ltd. (2016f). Subcutaneous drug administration in palliative care: general 

information. Available at: https://tgldcdp.tg.org.au/viewTopic?topicfile=subcutaneous-drug-

administration-in-palliative-care

Wilkinson, M., & Vember, H. (2013). Family members’ perceptions and expectations of the use of 

syringe drivers: a South African study. International Journal of Palliative Nursing, 19(10), 488-494. 

doi:10.12968/ijpn.2013.19.10.488

World Health Organisation. (2018). WHO guidelines for the pharmacological and radiotherapeutic 

management of cancer pain in adults and adolescents: Annex 1 - Three-step analgesic ladder. 

Available at: https://apps.who.int/iris/bitstream/handle/10665/279700/9789241550390-eng.pdf

190 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)

https://tgldcdp.tg.org.au/viewTopic?topicfile=assessing-pain&guidelineName=Pain%20and%20Analgesia#to
https://tgldcdp.tg.org.au/viewTopic?topicfile=assessing-pain&guidelineName=Pain%20and%20Analgesia#to
https://tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-gastrointestinal-symptoms&guidelineNam
https://tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-gastrointestinal-symptoms&guidelineNam
https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20Care&topicfile=palliative-care-gastrointestinal-symptoms&guidelineName=Palliative%20Care&sectionId=toc_d1e912#toc_d1e912
https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20Care&topicfile=palliative-care-gastrointestinal-symptoms&guidelineName=Palliative%20Care&sectionId=toc_d1e912#toc_d1e912
https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20Care&topicfile=palliative-care-gastrointestinal-symptoms&guidelineName=Palliative%20Care&sectionId=toc_d1e912#toc_d1e912
https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20Care&topicfile=palliat
https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20Care&topicfile=palliative-care-gastrointestinal-symptoms&guidelineName=Palliative%20Care&sectionId=toc_d1e662#toc_d1e1105
https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20Care&topicfile=palliative-care-gastrointestinal-symptoms&guidelineName=Palliative%20Care&sectionId=toc_d1e662#toc_d1e1105
https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20Care&topicfile=palliative-care-gastrointestinal-symptoms&guidelineName=Palliative%20Care&sectionId=toc_d1e662#toc_d1e1105
https://tgldcdp.tg.org.au/viewTopic?etgAccess=true&guidelinePage=Palliative%20Care&topicfile=palliat
https://tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-pain#toc_d1e47 
https://tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-pain#toc_d1e47 
https://tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-pain-management
https://tgldcdp.tg.org.au/viewTopic?topicfile=palliative-care-pain-management
https://tgldcdp.tg.org.au/viewTopic?topicfile=subcutaneous-drug-administration-in-palliative-care
https://tgldcdp.tg.org.au/viewTopic?topicfile=subcutaneous-drug-administration-in-palliative-care
https://apps.who.int/iris/bitstream/handle/10665/279700/9789241550390-eng.pdf


Maintenance of physical, psychological, and social functioning is 

important to ensure optimal quality of life for people with life-limiting 

illness and their families. 

Topic 5: Optimising function in palliative care aims to develop your 

understanding of how to provide support for people with life-limiting 

illness and their families. In particular, it focuses on issues of loss and 

establishing goals of care.

Aims

After completing this topic, you should be able to:

• Recognise the different responses and emotions of people 
living with life-limiting illness and thier families

• Discuss the strategies for facilitating collaborative decision-
making on care goals with people with life-limiting illness and 
their families

• Identify management strategies that will optimise physical, 
psychological and social function for people with life-limiting 
illness and their families.

TOPIC 5
Optimising function in palliative care



TOPIC 5
Session overview

5.1 
Living with a 
life-limiting 
illness – 
experiencing 
loss

• Describe the range of experiences of loss 
at the end of life

Common experiences of loss at  
the end of life

Case story – Bob’s story

5.2 
Goals of care 
and advance 
care planning

• Describe strategies for establishing goals 
of care for people with life-limiting illness

• Describe the role of advance care 
planning in palliative care

Establishing goals of care

Family meetings 

Documenting goals of care

Advance care planning

5.3 
Ethical 
and legal 
considerations

• Describe ethical and legal considerations 
impacting people with life-limiting 
illnesses

Collusion, disclosure and ‘truth telling’ 

Case study – Mrs Li’s story

Organ and tissue donation

5.4 
Optimising 
function – 
healthcare 
providers

• Identify strategies and resources to 
optimise function for people with life-
limiting illness

Assessing and supporting function

Role of allied health in supporting function

Case study – Supporting Bob’s functional 
status

5.5 
Optimising 
function – 
communities 
and carers

• Describe the role of communities and 
carers in supporting people with life-
limiting illness cope with loss of function

• Identify strategies and resources to 
support communities and carers

Role of communities and caregivers in 
supporting function

Case study – Bob’s condition deteriorates

Supporting carers

5.6 
Malignant 
wound 
management

• Outline the management of malignant 
wounds at end of life.

Malignant wound management

SESSIONS - OBJECTIVES - OVERVIEW



 
HLTENN010 mapping

 
Elements and Performance Criteria addressed in Topic 5:

 
Knowledge Evidence addressed in Topic 5:

Element 1: Recognise the special needs of a person requiring a palliative approach to care T5

PC1.1
Apply principles of palliative care and the palliative approach in undertaking holistic assessment of the 

person
5.3

PC1.2
Apply knowledge of pathophysiological changes associated with a life-limiting illness and the needs of 

the person
5.1, 5.3, 5.4, 5.5

PC1.4
Identify and respect the person’s needs in relation to their lifestyle, social context and emotional and 

spiritual choices, and document these in accordance with care plan
5.1, 5.2, 5.3, 5.4, 5.5

PC1.5
Identify and work within roles and responsibilities of the inter-disciplinary team when planning 

palliative care for the person
5.2, 5.3, 5.4, 5.5

PC1.6
Apply in own practice an awareness of the psychosocial impact of palliative care on the person’s family 

or carer
5.1, 5.2, 5.3, 5.4, 5.5

Element 2: Support person, family or carers using the palliative approach. T5

PC2.1
Provide the person, family or carer with opportunities to discuss spiritual and cultural issues in an 

open and non-judgmental manner

5.1, 5.2, 5.3, 5.4, 

5.5, 5.6

PC2.2
Use effective communication techniques and access relevant support services to provide a supportive 

environment for the person, family or carer
5.2, 5.3, 5.4, 5.5, 5.6

PC2.3
Monitor the person’s condition and provide accurate and timely information on stages of dying to the 

person, family or carer, ensuring that information-provision respects their wishes
5.2, 5.4, 5.6

PC2.4
Identify and address legal and ethical implications of implementing advance care planning (ACP) and 

advance care directives (ACD)
5.2, 5.3, 

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: 

T5

KE 1 How to identify needs of the person, family or carers during the palliative approach to healthcare
5.1, 5.2, 5.3, 5.4, 

5.5, 5.6

KE 2
Knowledge of state/territory legislation on advance care planning, advance care directives and 

notification of a death
5.2, 5.5

KE 3
Knowledge of diverse cultural, religious and spiritual factors underpinning the person’s choices at 

end-of-life
5.2, 5.3, 5.4, 5.5

KE 4a
Knowledge of ethical and legal issues related to a palliative care approach including decisions regarding 

advance care directives
5.2

KE 4b
Knowledge of ethical and legal issues related to a palliative care approach including conflicts that may 

occur in relation to personal values and decisions made by or for the person
5.1, 5.2, 5.3, 5.4

KE 9 Knowledge of impact of loss and grief on person, family or carers and staff members 5.1, 5.2, 5.3, 5.4, 5.5

KE 10 Own role and responsibilities, and those of other team members involved in palliative care 5.2, 5.3, 5.4, 5.5, 5.6

KE11 Relevant organisation policies, procedures, protocols and practices in relation to palliative care. 5.2, 5.3, 5.4, 5.5, 5.6

Element 3: Identify and respond to signs of deterioration and the stages of dying T5

PC3.3
Address malignant wound management in accordance with the unique needs of non-healing wounds of 

a deteriorating person
5.6

PC3.6
Identify and reflect on any ethical issues or concerns about the person, and discuss with an 

appropriate person according to organisation procedures.
5.2, 5.3, 5.5
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Loss

Loss is a universal aspect of life-limiting 

illnesses. 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. They are also confronted 

with impending death. Communities, friends 

and families need to adjust to a new normal 

living without the person with a life-limiting 

illness (Palliative Care Expert Group, 2010).

At the completion of this session, you should be able to:

• Describe the range of experiences of loss at the end of life.

TOPIC 5 SESSION 1  
5.1 Living with a life-limiting illness  

– experiencing loss

 Thinking point

Reflection on loss

Think of a situation where you have 

experienced loss. It may be the loss of a 

relationship, object, or loss of ability to do 

something you used to be able to do. 

How does this make you feel? 

 Thinking point

Reflection on loss

Think about how you and your immediate 

family might react and respond to dying and 

death. 

• What cultural or personal factors play 
a part in the way you might react when 
someone close to you died?

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

 Teacher notes

Encourage students to consider both the 

physical, emotional and social responses 

experienced.
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 Transcript  

Bob’s story  (2min 27sec)

I’ve been retired for just on twelve months now. I was 
diagnosed with Motor Neurone Disease and because I was a 
sparky it was just too dangerous for me to keep on working. 
My wife and I didn’t know what motor neurone disease was, 
but the neurologist we went to referred us on to the MND 
association. That was pretty confronting at first. They gave 
us some brochures that were very frank about what happens; 
it’s a cruel disease. I was really angry for a few weeks and you 
immediately think ‘why me’, ‘why now’. I didn’t take it very 
well, I really took it out on the family. Everyone’s different of 
course but you’ve just gotta do what’s best for you. I found 
others that were coming to terms with issues like ‘what it’s 
like to not be the bread winner anymore’ and you know that 
sooner or later you’re going to have to relinquish some of your 
responsibilities, but you just can’t do everything. These were 
some of the hardest adjustments I’ve had to make, but it’s 
hard when you think people just aren’t listening to what you 
want. Everyone seems to be an expert on what you should be 
doing.
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 Video

Case study: Bob’s story (2min 27sec)

https://www.youtube.com/watch?v=ZE0zinlDmFs

To understand the impact and sense of 

loss that accompanies a life-limiting illness, 

meet Bob who was diagnosed with Motor 

Neurone Disease 12 months ago. He was 

working as an electrician, but was forced 

to retire when he was diagnosed.  Bob talks 

about how he’s adjusted to being diagnosed 

with Motor Neurone Disease.

Common experiences  

of loss at the end of life

Loss occurs throughout the lifespan. Some 

examples include: loss of something we like, loss 

of a relationship, loss of a pet, loss of a job, or loss 

of a possession. 

People with a life-limiting illness experience 

many losses. They face the possibility of loss of:

• Role

• Function

• Future

• Legacy

(Ronaldson, 2012).

Loss at the end of life

When we know we will lose something or 

someone that is important to us, it can take time 

to adjust. People adjust in a variety of ways. 

Some common psychological and social 

responses to loss, include:

• Sadness

• Anger

• Fear

• Distress

• Despair

• Disbelief

• Anxiety

• Guilt

• Worrying thoughts

• Sleep disturbances

• Social withdrawal

• Decreased ability to maintain  
an organised lifestyle

(Palliative Care Expert Group, 2010).
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Summary

In this session we explored the range of 

experiences of loss at the end of life. Bob’s 

story allowed us to explore the various types 

of loss that indivdiduals living with a life-

limiting illness may face, and the emotional 

challenges that these losses present.

 Thinking point

Bob’s losses

What are the losses Bob talks about?

Change of role from being ‘breadwinner’ 

through forced retirement, family roles 

and responsibilities, possibility of unknown 

changes in function, ‘cant do things’.

What are Bob’s reactions to these 

losses?

Bob describes the shock of receiving 

confronting information about what he 

calls a  ‘cruel disease’. He also has expressed 

anger and frustration. He questioned, ‘why 

me, why now?’ He acknowledges that his 

frustrations affected his family.

What other losses might Bob face as his 

illness progresses?

 Motor Neurone Disease aspects of care for 

the primary healthcare team and consider:

• Shortened life expectancy - Mean 
survival from symptom onset is 3-5 
years

• Physical health and function –  
-  breathlessness on exertion and lying 
flat, hypoxia; increased blood CO2  
levels resulting in headaches, nausea 
and tiredness, anxiety 
- dysphagia affecting eating, 
swallowing and airway protection, 
drooling and pooled secretions, thick 
saliva or dry mouth 
- Movement and joint function 
impaired due to muscle weakness, 
stiffness and immobility 
- Pain due to complications of disease 
or comorbidities 
- Fatigue 
- Insomnia

• Impaired communication due 
to impaired speech production and 
muscle weakness impacting facial 
expressions, hand gestures and body 
language

• Cognitive and behavioural changes 
– up to 50% of people with MND 
can experience changes in cognition, 
language, behaviour and personality

(Motor Neurone Disease Australia, 2014).

197 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)



Resources

If you would like to learn about Motor Neurone Disease visit 
the link below:

MND Care website

https://www.mndcare.net.au/Home.aspx
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Goals of care

Establishing goals of care is an essential 

component of palliative care. When people are 

approaching the end of their life, it’s important 

to be realistic about what can be achieved and to 

identify what is important for the person (Zhao, 

Brunelli, & Yates, 2012). 

Goals of care describe the general aims of a 

person’s healthcare and the preferred location 

of care. 

Clearly documented  goals guide healthcare 

professionals to ensure care:

• Reflects the person’s personal values and 

preferences

• Is targeted to the person’s individual needs

• Is medically appropriate.

They can also:

• Guide healthcare providers in implementing 

that care 

• Reduce unnecessary hospitalisation, and/or 

emotional distress for the person and family                              

(Johnston, Lovell, Liu, Chapman, & Forbat, 2016).

At the completion of this session, you should be able to:

• Describe strategies for establishing goals of care for people with 
life-limiting illnesses

• Describe the role of advance care planning in palliative care.

TOPIC 5 SESSION 2  
5.2 Goals of care and advance care planning
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The process of establishing goals of care 

involves three steps:

1. Listening and enquiring (ask and listen): 

Ascertain the person’s level of understanding 

and responses to their situation and prognosis. 

The types of open questions that may be 

helpful to understand a person’s goals and 

preferences include:

• What are you hoping for now?

• What is important to you?

• What do you need to accomplish?

• Who do you want to see in the time that is 
left?

2. Checking and clarifying: 

A person’s goals are likely to change as their 

illness progresses. It is important to state 

your understanding of the person’s goals and 

check this with how the person sees his or her 

situation.

You: ‘ What I am hearing is that you feel … 
and would prefer ... Is that what you meant?’

Person: ‘Not exactly. What I mean is ...’

You: ‘Thanks for clarifying that. Is there 

anything you think I may have missed?’

3. Documentation: 

A clearly documented palliative plan ensures 

the relevance, continuity and success of a 

coordinated multidisciplinary approach to care 

across all care settings. It articulates how the 

team will work together to provide best care, 

and helps them anticipate and accommodate 

the evolving needs and preferences of person 

and family (Palliative Care Australia, 2012). This 

documentation should be shared with the 

person, their family and all relevant healthcare 

professionals (Ambuel, 2009).

A palliative plan of care is not a specific tool, 

although many organisations may have specific 

templates such as care plans which are used for 

this purpose.  A palliative plan of care is a process 

of documenting and sharing an agreed plan of 

care for a person with a life-limiting illness.

A comprehensive palliative plan of care 

includes:

• Details of who participated in planning 
(ensure that the person with the life-limiting 
illness and/or their decision-maker were 
included) 

• Contact details for the key care coordinator

• Clearly defined goals and responsibilities 

• Evidence of ongoing, holistic assessment

• Consideration of all domains of care 
(physical, social, emotional, cultural and 
spiritual)

• Plan for multidisciplinary involvement

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

• Links to relevant documentation (ie, 
Advance Care Plan)

• Planning for expected events and changes

(De Lima et al., 2012; . Palliative Care Australia, 2010; 

Weidner, 2005).

Process of establishing goals The plan of care
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 Thinking point

Palliative care goals

How are palliative care goals documented 

and shared in your clinical setting?

 Teacher notes

Collect resources used from local facilities 

where students may be allocated to a 

placement for their learning.  

With the paperwork collected an activity 

can be implemented in class using the 

scenario for Bob. 

As a group discuss how Bob’s palliative care 

goals could be documented and shared 

using local resources.

Family meetings

Goals of care are most often established in a 

structured meeting with the person, their family 

and all relevant healthcare providers.

A case conference involving all relevant 

healthcare professions, family and the 

person with a life-limiting illness is called a 

‘family meeting’. These meetings provide an 

opportunity for family members to express and 

share their concerns, questions and feelings 

within a safe and structured context. 

Discussions may involve: 

• Establishing, clarifying and reviewing goals 
of care

• Provision of information and resources to 
families

• Supports that are in place for the person 
with a life-limiting illness and their family

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

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 (Peter Hudson, Quinn, O’Hanlon, & Aranda, 

2008; The University of Queensland & Blue Care 

Research and Practice Development Centre, 2012).

Since the person’s needs, goals and priorities 

might change as the life-limiting illness 

progresses or due to changes in their attitude or 

situation, it is essential that these conversations 

are revisited and if needed, revised to support 

optimal function throughout the care process. It 

is not always easy to talk about end of life goals. 

Let’s look at one useful tool for initiating these 

important conversations.
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 Activity

Dying to Talk Discussion Starter

Click the link and follow the prompts into the 

Dying to Talk Discussion Starter. 

Resource link Dying to talk Discussion 

Starter http://dyingtotalk.org.au/discussion-

starter/ 

• Read through the document. We 
encourage you to work through the 
Discussion Starter and reflect on your 
own values and wishes

• Consider how this resource might help 
Bob and his wife determine their goals 
of care.

 Activity

Benefits of advance care planning

Which of the following statements are true 

regarding advance care planning? 

Select the correct responses below.

ANSWER: All true except 3.

1.Ensures care consistent with the person’s 

beliefs, values, and preferences

2.Promotes patient and family cooperation 

and satisfaction with end-of-life care

3.Eliminates the need for further discussions 

about goals and care plans 

 (3 Incorrect - Advanced care planning is an 

ongoing process that should be constantly 

reviewed.)

4.Reduces family anxiety, depression and 

stress 

5.Reduces futile or unwanted interventions.

Advance care planning

Advance care planning is a process in which a 

person reflects on, and communicates their 

future care goals and wishes in the event they 

become too incapacitated to make decisions or 

communicate.  The plan designates a selected 

surrogate decision-maker to speak on their 

behalf, and can include financial planning, 

spiritual wishes, end-of-life care wishes, after-

death care wishes, funerals and other practical 

arrangements. 

Key questions to consider include:

• What is important to you?

• Who would you want to make decisions 
for you?

• What care would you want?
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 Activity

True or false?

Doctors can consult a person’s advance care 

plan to make treatment decisions on their 

behalf at any time in their care trajectory.

FALSE 

Advance care plans help guide a person’s 

treatment when they do not have capacity 

to make treatment decisions for themselves. 

Consent to treatment is only valid if the 

person has ‘capacity’ or is ‘competent’ to 

consent. The consent must be given freely 

and voluntarily, and it must relate to the 

proposed treatment. 

The person must be able to:

• Understand the nature and effect of the 
treatment

• Use and weigh the information to make 
a decision

• Communicate that decision. 

Even when the person has lost decision-

making capacity, the substitute decision-

maker is involved in discussions to ensure 

that any decisions which are made about 

the person’s care are consistent with 

what is known of their and wishes. The 

documented advance care plan assists these 

conversations (Australia Centre for Health Law 

Research, 2017).

An advance care plan (ACP) is generally 

completed in consultation with healthcare 

professionals.  Discussions in family meetings 

may inform the development of an advanced 

care plan. Advance care planning (ACP) is not 

a single event, it is an ongoing process which 

should be constantly reviewed within a changing 

clinical context. 

Advance Care Planning Australia suggests that 

the ACP process can be done at any stage of life 

and can start with a simple conversation. They 

recommend the following process: 

Be open  

• Consider what values, beliefs and 
preferences are important to you

• Think about your current and future 
healthcare and understand your options 

• Discuss your values, beliefs and preferences 
with your current healthcare providers, 
family and carers.

Be ready 

• Decide who you would like to represent 
you if you are no longer able to speak for 
yourself

• Get that person’s agreement and permission, 
and consider making it legal

• Ensure that your ‘surrogate decision-maker’ 
clearly understands your values, beliefs and 
preferences.

Be heard

• Document the plan. You can write your own 
advance care plan, download forms relevant 
to your state/territory, or ask your doctor 
to assist with the forms. Provide copies of 
the plan to relevant people, including your 
selected representative and main doctor.  

• Review the plan annually and in case of 
changed health, personal or living situations.

(Advance Care Planning Australia and Austin Health, 

2016).  

The advance care  
planning process
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 Activity

Advance care planning

List the components of advance care 

planning in your state or territory. Click 

on the button to go to the Advance Care 

Planning Australia website.  

http://advancecareplanning.org.au/

 Teacher notes

Download the legislation, guidelines and 

documents relevant to advance care 

planning state/territory in your state 

or territory to support discussions with 

students.

Suggested group discussion:

• How can advance care planning have a 
positive effect on a person’s end-of-life 
care experience?

• What are the potential outcomes for a 
person and their family at the end of life 
if they do participate in advance care 
planning?

Most states and territories have specific 

guidance on how to complete an Advance Care 

Plan. Depending on the state a person lives 

in, an Advance Care Plan may also be called 

an ‘Advance Care Directive’ or an ‘Advance 

Health Directive’ and may include a ‘Refusal 

of Treatment Certificate’ (Advance Care Planning 

Australia and Austin Health, 2016).  It is also 

recommended that people complete a legal will, 

to decide what happens to their assets after 

death.

Resources for advance

care planning

204 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)

http://advancecareplanning.org.au/


Advance Care Directive:

A type of written Advance Care Plan recognised 

by common law or specific legislation that is 

completed and signed by a competent adult. It 

can record the person’s preferences for future 

care, and appoint a substitute decision-maker to 

make decisions about healthcare and personal 

life management. In some states, these are 

known as Advance Health Directives (Working 

Group of the Clinical Technical and Ethical Principal 

Committee of the Australian Health Ministers’ Advisory 

Council, 2011).

Advance care planning:

A process of planning for future health and 

personal care, whereby the person’s values and 

preferences are made known so that they can 

guide decision-making at a future time when 

the person cannot make or communicate their 

decisions (Working Group of the Clinical Technical and 

Ethical Principal Committee of the Australian Health 

Ministers’ Advisory Council, 2011).

Key terms

Summary

In this session we explored goal-setting issues and processes, looking at the importance of advance 

care planning and establishing goals of care that are suited to the person’s needs.  

Goals of care:

The aims for a person’s medical treatment, as 

agreed between the person, family, carers and 

healthcare team. They will change over time, 

particularly as the person enters the end-of-life 

phase (Australian Commission on Safety and Quality in 

Healthcare, 2015).

Substitute decision-maker:

 A person appointed or identified by law to make 

substitute decisions on behalf of a person whose 

decision-making capacity is impaired (Working 

Group of the Clinical Technical and Ethical Principal 

Committee of the Australian Health Ministers’ Advisory 

Council, 2011).
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Resources

View the following websites for more information on advance 
care planning:

Australian Government, Department of Health

https://www.health.gov.au/health-topics/palliative-care/planning-your-
palliative-care/advance-care-planning

End of Life Law in Australia

https://end-of-life.qut.edu.au/

Advance Care Planning Australia

https://www.advancecareplanning.org.au/
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At the completion of this session, you should be able to:

• Describe ethical and legal considerations impacting people with 
life-limiting illnesses.

TOPIC 5 SESSION 3  
5.3 Ethical and legal considerations

 Activity

Group discussion

Have you experienced any of these issues in 

your workplace?

 Thinking point

Ethical challenges

What ethical challenges do you think might 

arise in the context of palliative care?

NOTES:

Ethical issues that arise in palliative care 

can be complex. Some examples include:

• Method and timing of conversations 
with family members around the 
imminent death of a loved one

• Deciding when to withdraw futile treatment

• Use of artificial nutrition and hydration

• Use of palliative sedation

• Requests for assistance to die

• Requests for autopsy.

(Palliative Care Expert Group, 2016).

 Teacher notes

Encourage students to describe issues 

or challenges they have experienced or 

witnessed in palliative care. 

• Was the situation resolved? 

• What strategies were effective? 

• What was the role of ENs in supporting 
the person and their carer/s in the 
situation?

Ethical considerations

Decisions and care planning when a person has 

a diagnosis of a life-limiting illness may involve 

ethically complex decision-making arising from 

different values and beliefs. This can occur 

at any point along the illness trajectory. It is 

important for all healthcare providers to have an 

understanding of ethical dilemmas, as people’s 

decisions may affect our own sense of values and 

beliefs, which may influence the care we provide. 

Tension may arise between the person, their 

family/carers and staff, as well as between staff 

(Palliative Care Expert Group, 2016).
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 Transcript  

Case study: Mrs Li’s story (2min 36sec)

Tamsin: My mother has just been visited by the palliative care 

consultant and nurse. They agreed to meet with me before 

seeing my mother so I was able to tell them that it’s very 

important that they not say the word cancer.  And that they 

do not tell my mother that the doctors have now said that the 

treatment didn’t work and that she’s dying. Because if she 

hears that she …will give up fighting and take to her bed and 

die. Not because of the cancer but because she does not fight. 

The palliative care doctor then told me that she respects the 

traditions of our culture but that she was here to give my 

mother the best possible access to palliative care and in order 

to do that she would ask my mother what she understood 

about what was wrong with her and did she want to know 

more? She also said that she would ask her if she had any 

questions that she wanted answered.

She explained that she wouldn’t lie or avoid telling my mother 

the truth if she expressed a desire to know. She was very 

clear that she’d answer all of my mother’s questions honestly 

because she’s the patient and she has a right to know this 

information if she asks.  But she also said that if my mother 

did not want to know about her illness she wouldn’t tell her. 

Umm…I was surprised when my mother told them that she 

knew more than her family thought. She smiled at me then 

and she said that she understood that her body was letting 

her down but that she didn’t want to know all the details and 

that the doctor should talk to her family about what needed 

to happen.

She was very clear about one thing, that she wanted her 

family to care for her as much as possible at home.
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 Video

Responding to losses

Case study: Mrs Li’s story (2min 36sec)

https://youtu.be/9dPIozk-qCI

Mrs Li has end-of-life head and neck cancer. 

Let’s hear from her daughter to see how 

their families’ culture and values influence 

care  (EdCaN, 2009).

Discussions and decisions related to end-of-life 

care are challenging and even when someone has 

all the documentation in place disagreements 

can still occur. As healthcare professionals we 

often assume that conflict is undesirable and 

destructive, however if handled well it can 

lead to more open, authentic communication, 

cooperation, and improved goals and decision-

making processes.

Positive practices for dealing with 

disagreement are: 

• Active listening (with feedback to confirm 
understanding)

• Self-disclosure (owning and expressing one’s 
thoughts and feelings without blaming)

• Explaining (clearly stating your concerns and 
priorities)

• Empathising (understanding and respecting 
the other’s feelings)

• Reframing (describing the situation as a 
shared problem to be solved together)

• Brainstorming (proposing different potential 
solutions without judgement)

(Back & Arnold, 2005).

Collusion, withholding 
information and ‘truth telling’

Preferences for information giving, relating 

to diagnosis and prognosis, can be influenced 

by culture. Some cultures believe that giving a 

person bad news can be emotionally harmful 

and may hasten death (Wiener, McConnell, Latella, 

& Ludi, 2013 ; Sharma & Dy, 2011).  Healthcare 

providers may be asked to collude with family to 

conceal the seriousness of the person’s condition 

(Low et al., 2009).  At this time, nurses might find 

themselves at odds with the family’s wishes.  

Dealing with disagreement
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 Thinking point

Withholding information

• What was Mrs. Li’s daughter’s main 
concern about full disclosure to her 
mother? 

• What was the doctor’s ethical concern 
about this?

Individuals from some cultures believe that 

that discussion of serious illness and death:

• Is disrespectful or impolite

• May cause depression or anxiety in the 
person with a life-limiting illness

• May cause the person with a life-
limiting illness to lose hope

• May increase the risk of suicide by the 
person with a life-limiting illness

• Can make death or end-of-life illness 
real because of the power of the spoken 
word

• Family members may be in conflict or 
denial

• Family members may not be aware of 
the nature and severity of the illness.

(Low et al., 2009; Searight & Gafford, 2005).
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 Activity

Applying ethical principles

Is Mrs Li’s autonomy maintained by 

withholding information?

Correct response: No. The principle of 

autonomy is not upheld when information is 

withheld. 

To ensure a person’s autonomy is 

maintained, healthcare providers need to: 

• Fully inform people about their 
healthcare

• Provide information in a way that is 
unbiased and does not seek to influence 
the person to make a particular 
healthcare decision

• Respect the right of the person to make 
their own informed decisions with 
regard their own health and future

(Beauchamp & Childress, 2012; Breen, Cordner, 

Thomson, & Plueckhahn, 2010; Lawrence, 2007).

Ethical principles in healthcare

Ethical principles which guide actions and 

responses to these situations are consistent 

with principles applied in all areas of healthcare. 

These principles include:

Autonomy/self-determination

The right to self-government or self-

determination.  In healthcare this means 

respecting a person’s decisions and their right to 

make their own decisions regarding their care

Justice

To be as fair as possible

Informed consent

Part of person-centred care; including all 

information in discussions (pro’s and con’s 

for care) for a person to be able to make fully 

informed decisions regarding their care

Confidentiality

Respecting data and private information 

regarding a person acquired as part of their role

Truth telling/veracity

Conforming to the facts and remaining factual

Respect

Regard for a person’s feelings and rights to 

promote their dignity and own self-worth

Beneficence

The quality or state of doing or producing good.  

In healthcare this means acting in the best 

interests of the person/ clients/residents

Non-maleficence

To do no harm.
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 Activity

Addressing family requests

Which of the following strategies for 

addressing family requests to withhold 

information, did Mrs Li’s doctor use?

Helpful approaches in discussions with family 

members asking that a person not be told of 

their diagnosis or prognosis include:

• Acknowledge the family’s concerns

• Determine the reasons for the request to 
withhold information from the person

• Respect the cultural, emotional or social 
factors influencing actions

• Acknowledge the right of the person 
with a life-limiting illness to decide the 
level of information they want

To help avoid potentially distressing 

disclosures that might adversely affect 

the person with life-limiting illness, 

recommended approaches may include: 

'What do you know about your illness and what 

is happening at the moment?' 

and equally important;

'How much would you like to know?' 

(CareSearch, 2017c).  

Mrs Li knew more than her family realised 

but preferred not to go into further detail.

• Discuss the benefits of honest and 
open communication to determine 
the person’s needs and preferences in 
establishing patient autonomy

What might this look like in 
practice?

To help avoid potentially distressing disclosures 

that might adversely affect the person with life-

limiting illnesses ask:  

‘What do you know about your illness and what is 

happening at the moment?’ 

‘How much would you like to know?’. 

Mrs Li knew more than her family realised but 

preferred not to go into further detail. Using 

open and honest communication strategies Mrs 

Li was able to communicate her wish to be cared 

for by her family in their home for as long as 

possible.

Mrs Li was able to communicate her wish to 

be cared for by her family in their home for as 

long as possible.

• Including the family in conversations 
with the person

Mrs Li may have been more comfortable 

speaking with her doctor and her family 

separately, though they both shared relevant 

details of her conversations. 

(Low et al., 2009; Palliative Care Expert Group, 

2016).
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 Thinking point

Conversations

How would you respond to the following 

statement from a family member?

‘When you are talking to my mother, it is very 

important you don’t use the word cancer. Do not 

tell my mother that the treatments didn’t work 

and she is dying.’

 Role play

Draft a response to the following question 

from a family member who asks you to 

withhold information from a relative:

In pairs, role play your response if a family 

member was to ask you to withhold 

information from a relative.

• Student 1: ‘When you are talking to my 
mother, it is very important you don’t use 
the word cancer. Do not tell my mother 
that the treatments didn’t work and she 
is dying.’

• Student 2: Respond (consider your 
scope of practice as an EN)

Group brainstorm:

• How should such a conversation 
be communicated to the rest of the 
healthcare team?

‘As part of the advance care 
planning process, clinicians should 

ask about, and document, a person’s 
wishes in regard to donation of their 

organs and tissues for clinical use 
or research purposes after death, 

where this is clinically appropriate.’ 

(Australian Commission on Safety and Quality in 

Healthcare, 2015)

Organ and tissue donation

Conversations about organ donation can be 

distressing for some, and must be approached 

with great sensitivity. Many people, on the 

other hand, see organ donation as a way of 

contributing to their fellow humans, and may find 

comfort in the idea that others might be helped 

by their death (CareSearch, 2017b) (Australian Centre 

for Health Law Research, 2017).  

People who choose to donate are encouraged to 

register their decision, and discuss their decision 

with family and carers (Palliative Care Australia, 

2017).
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 Activity

Organ and tissue donation

Watch the video Facts and Statistics from 

Donate Life

https://www.youtube.com/

watch?v=woDTPQ5nOHY

Discuss how donor eligibility may impact on 

the ability to donate, for a person with a life-

limiting illness.

Eligibility considerations:

• No age restrictions

• Medical team will determine eligibility

• Only 1-2% of people die in hospital in 
the specific circumstances where organ 
donation is possible

• The body needs to be kept on a 
ventilator until organs can be donated

• Eye and tissue donations can occur up to 
24-hours after death regardless of where 
death occurs (Australian Governement. 
Organ and Tissue Authority, 2017)

• What would happen if a person 
expresses their wish to donate their 
organs in their ACP, but after death the 

family disagrees? 

Considerations:

• There may be times when next of kin are 
reluctant to consent to donation despite 
the expressed wishes of the person

• Where strong resistance exists – the 
removal of organs or tissue will not occur

• Respect, dignity and support for the 
remaining family members is imperative.

(Australian Centre for Health Law Research, 

2017).

Summary

In this session we reflected upon ethical and 

legal issues which may arise in palliative care. 

We also reviewed approaches to manage 

disagreements with decision-making before 

and after-death. Students considered issues 

related to truth telling and organ donation in the 

palliative care context.
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Resources

Visit QUT End of Life Law in Australia to learn more about 
organ donation.

https://end-of-life.qut.edu.au/organ-donation#547407
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At the completion of this session, you should be able to:

• Identify strategies and resources to optimise function for people 
with life-limiting illnesses. 

TOPIC 5 SESSION 4  
5.4  Optimising function – healthcare providers

Maintaining a person’s ability to function 

mentally, physical and socially contributes 

significantly to their quality of life throughout 

the illness trajectory.

Assessing and  
supporting function

Over the course of an end-of-life illness, a 

person’s physical and social function may decline. 

Assessing and maintaining optimal function at 

each stage of the illness can help ensure a better 

quality of life, reduce distress and possibly, the 

need for extensive hospitalisation. In palliative 

care, even the smallest improvement in function 

may be viewed very positively by the person and 

carers.

Dimensions of function

The primary dimensions of a person’s function 

are:

Cognitive function – eg, attention, 

concentration, memory and problem solving

Behavioural function – eg, undertaking daily 

activities, such as bathing, dressing, feeding, as 

well as instrumental activities, such as shopping, 

cooking and cleaning

Psychological function -  eg, mood, affect, 

attitude and motivation

Social function - activities associated social and 

family roles and relationships at various stages 

of development.
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 Transcript  

RUG-ADL & AKPS Assessment (5.33 mins)

This video presentation is one of four presentations and many 

other useful resources found in the PCOC assessment toolkit.

There are two assessment tools which measure function and 

performance.  The Resource Utilisation Groups - Activities Daily 

Living or RUG-ADL and the Australian Karnofsky Performance 

Scale or AKPS.  The RUG-ADL measures motor function 

with activities of daily living whereas AKPS measures overall 

performance or ability to manage activities of daily living. 

Functional assessment is a key component of palliative care.  It 

assists with prognostication and discharge planning.  The RUG-

ADL assessment has been widely used in Australian palliative 

care services.  It is a four-item scale measuring motor function 

with activities of daily living: bed mobility; toileting; transfer and 

eating. The RUG-ADL assessment is based on what the person 

does, not what they are capable of doing. This is assessed by 

observation, and asking or assessing ‘do you?’ rather than ‘can 

you?’.

The RUG-ADL informs us about the patient’s functional status, 

the assistance they require to carry out these activities and the 

resources needed for the patient’s care.  It can also be used to 

determine staff levels required to care for the patient.  For these 

reasons it is useful to include the RUG-ADL score in handover. 

Please refer to the RUG-ADL definitions located in the 

assessment toolkit or on the PCOC website.  ‘Bed mobility’ refers 

to the patient’s ability to move in bed after the transfer into bed 

has been completed. ‘Toileting’ includes mobilising to the toilet, 

adjustment of clothing before and after toileting and maintaining 

perineal hygiene without the incidence of incontinence or soiling 

of clothes.  ‘Transfer’ refers to the patient’s ability to move in 

and out of bed, bed to chair and in and out of the shower or 

tub.  In ‘bed mobility’, ‘toileting’ and ‘transfer’, a score of one (1) 

to five (5) is given to reflect level of assistance required.  There 

is no score of two (2) because the change from ‘independent’ 

or ‘supervised’ to ‘limited assistance’ was found to equate to a 

three-fold increase in resources.  ‘Eating’ includes the tasks of 

‘cutting food’, ‘bringing food to mouth’, ‘chewing and swallowing’.  

Scoring for this item is one (1) to three (3).  Unlike the previous 

three items, ‘Eating’ has a score of two (2), as it was found that 

a shift from eating ‘independently’ or ‘supervised’, to ‘requiring 

limited assistance’ equated to a two-fold increase in resources 

needed.  Since full assistance is required to provide mouth care in 

the unconscious or end-of-life patient, a score of three (3) is given 

to indicate the highest level of care needed.

RUG-ADL is assessed by first determining the score for each of 

the four (4) activities, then totalling those scores.  A total score 

of four (4) indicates independence, and a score of eighteen (18) 

shows a person requiring full assistance of two persons.  A high 

RUG-ADL score, may trigger changes in the care plan, such 

as referral to occupational therapy, admission to an inpatient 

palliative care unit, implementation of equipment such as mobility 

aids, or Aged Care assessment.

The Australian Karnofsky Performance Scale or the AKPS, is 

a measure of the patients overall function or ability to manage 

their activities of daily living.  The scale assesses performance 

in three dimensions: Activity, Work and Self-care.  AKPS can be 

used in combination with other assessments to indicate prognosis.  

The AKPS is a single score between zero (0) and one hundred 

(100) , with one hundred (100) indicating full ability, and zero (0) 

indicating death.  It should be noted that the AKPS does not have 

half scores, such as fifty-five (55) or sixty-five (65), rather it scores 

in increments of ten (10). Scores of sixty (60) or below may trigger 

a change in care plan, such as a family conference to discuss 

prognosis and functioning.

In an inpatient setting RUG-ADL and AKPS assessment should be 

conducted at least daily, and when a patients phase changes.  In 

Consultative and Community settings, assessment is conducted 

at each consult or home visit, and when a patients phase changes.  

In summary, functional assessment using the RUG-ADL and AKPS 

provides a clinical picture of the patient’s level of dependency, the 

resources required to provide care, and in the community setting 

can indicate carer burden. Functional assessment may also assist 

with prognostication and discharge planning.

‘RUG-ADL & AKPS Assessment Video,’ by Palliative Care Outcomes 

Collaboration (Producer). (2016). Retrieved from www.pcoc.org.au 
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Assessment of function may involve both 

clinician assessment and the person’s self-report. 

A national approach is recommended using 

standardised assessment tools.

Two validated tools that assess function and 

performance in the palliative care setting 

include:

• The Resource Utilisation Groups – Activities 
of Daily Living (RUG-ADL) tool.

• The Australian-modified Karnofsky 
Performance Status (AKPS).

Functional assessment using the RUG-ADL and 

AKPS provides a clinical picture of the person’s 

level of dependency, the resources required to 

provide care and, in the community setting, can 

indicate carer burden. 

To learn more about these tools view the 

Palliative Care Outcomes Collaboration (2021)

webpage:

https://www.uow.edu.au/ahsri/pcoc/palliative-

care/assessment-forms/

Assessing functional status
 Video

RUG-ADL & AKPS Assessment 

https://youtu.be/pRYibp56UiQ

View the video from the Palliative Care 

Outcomes Collaboration on RUG-ADL and 

AKPS Assessments.
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 Activity

Assessing function

Select the correct true-false responses.

The RUG-ADL assesses what the person is 
capable of doing.  

 
True  or False?

ANSWER: False.

RUG-ADL depends on observation and 

self-reporting of what people DO rather 

than what they can, or believe they can do. It 

assesses the level of currently demonstrated 

motor function in bed mobility, toileting, 

transfer, and eating.

(Palliative Care Outcomes Collaboration, 2017).

AKPS measures the person’s performance or 

ability to manage activities of daily living.  

True  or False?

ANSWER: True.

AKPS measures the level of the person’s 

performance across the dimensions of 

activity, work and self-care. The score is 

assigned by the clinician.

(Abernethy, Shelby-James, Fazekasm, Woods, 

& Currow, 2005; Palliative Care Outcomes 

Collaboration, 2017).

RUG-ADL scores indicate the level of 

resources and assistance required for the 

person to carry out daily functions. AKPS 

scores indicate the person’s ability to 

function independently. 

True  or False?

ANSWER: True.

A higher RUG-ADL score means that more 

resources are required by that person for 

daily living. A higher AKPS means that the 

person requires less to no assistance in daily 

living.

Assessing function

Functional assessment is useful for decision 

making and planning care. It can also indicate the 

need for referral to other services or healthcare 

providers.

Functional assessment using the RUG-ADL and 

AKPS:

• Provides a clinical picture of level of 
dependency, resources required, and 
indicates carer burden in the community 
setting

• Assists in prognostication and discharge 
planning. 

(Palliative Care Outcomes Collaboration, 2016).
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 Transcript  

Supporting Bob’s functional status (2min 48sec)

Occupational Therapist: I just wanted to go over some of the 

plans we discussed last time I saw you, and just see how you’re 

managing with some of the equipment that I brought over. 

And also the modifications to the house that we discussed. 

Bob: The seat over the shower has made showering a lot 

safer. The wheelchair if we go out shopping makes things a lot 

easier. I still like to walk though. 

Occupational Therapist: Have you heard when they’re 

coming to change the bathroom around? 

Bob: That’s a bit of an issue really. When you came and 

discussed that it seemed like a good idea at the time.  But I 

think it’s a lot of bother and expense changing everything 

around, just to make it easier for me to get in the shower. 

Occupational Therapist: I guess they’re just suggestions 

and whether you get them done or not is really up to you and 

Margaret. At the moment you’re obviously coping with the 

shower in the bath but further on down the track you may 

find it a bit more difficult to use. So maybe what we’ll do is 

reassess as things change. How is your strength in your arms 

and legs at the moment? 

Bob: The legs are a lot stronger than the arms and I’m a lot 

better in the morning than I am in the afternoon. 

Occupational Therapist: Last time we talked about spreading 

the tasks you need to do across the day. 

Bob: I try to do that. But some days I just can’t do things that 

I want, when I want and I just get angry cause I can’t do as 

much as I was doing last year. 

Occupational Therapist: What sort of things help you deal 

with things at the moment? 

Bob: I suppose I still really enjoy the friendship of a few of the 

blokes that I know. But I don’t want to be a burden on anyone. 

Occupational Therapist: Are you managing to get out and 

maintain some social contact? 

Bob: Well I’m self-conscious that my walking looks funny. If 

I have to go any distance I have to use the chair and people 

look at you. I’d just rather stay at home. I find it embarrassing 

eating in front of anyone but Margaret. My coordination is 

bad, getting my food to my mouth and sometimes I cough. 

Occupational Therapist: Are you having trouble swallowing? 

Is that why you cough? 

Bob: Some food just seems to stick. 

Occupational Therapist: Okay, well now might be a good time 

for you to see a speech therapist and a dietician then. 

Bob: My GP said that this may become necessary. 

Occupational Therapist: Well it’s very person and it doesn’t 

necessarily mean that you can’t continue to eat. It’s just very 

important that you do it safely. 

Bob: Okay. 
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Allied health professionals are an essential 

component of the palliative care team as they 

bring a broad range of interventions, knowledge 

and experience to improve the quality of life 

to people with life-limiting illnesses. They have 

skills in assessment and interventions to improve 

the comfort, function and safety of people with 

a life-limiting illness and their family throughout 

their palliative care journey. In addition to this 

the allied health professionals play a key role in 

holistic problem solving and adapting traditional 

therapies and interventions to the person’s 

changing function  (Badger, Macleod, & Honey, 2015).

Allied health services include:

• Mobility and falls risk management

• Pressure injury risk management

• Determining exercise tolerance

• Equipment requirements and management

• Declining cognitive function management

• Oxygen therapy, breathlessness and fatigue 
management

• Lymphedema management

• Swallow assessment

• Wound management.

Rehabilitative palliative care is an 

interdisciplinary holistic model of care 

which integrates rehabilitation, enablement, 

self-management and self-care. The aim of 

rehabilitative palliative care is to optimise 

function and wellbeing, by empowering 

the person and enabling them to live as 

independently and fully as possible, with choice 

and autonomy, as their illness progresses  

(Hospice UK, 2017).

 Video

Case study: Supporting Bob’s functional 

status (2min 48sec)

https://www.youtube.com/

watch?v=okzSOtt4C2k&t=7s

An occupational therapist explores how 

Bob’s day-to-day functioning is being 

affected as his illness progresses. Bob tells 

her about the physical and social impacts of 

his illness.

Role of allied health in 
supporting function
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 Activity

Bob’s story

Bob identifies the following problems:

• Decreased mobility

• Difficulty swallowing

• Difficulty maintaining social contact.

Based on the video, what would you identify as Bob’s Karnofski score? 

Australian-modified Karnofsky Performance Scale

100 Normal with no complaints or evidence of disease

90 Able to carry on normal activity but with minor signs of illness present

80
Normal activity by requiring effort. Signs and symptoms of disease 
more prominent.

70
Able to care for self, but unable to work or carry on other normal 
activities

60  ü Able to care for most needs, but requires occasional assistance 

50 Considerable assistance and frequent medical care required

40 In bed more than 50% of the time

30 Almost completely bedfast

20
Totally bedfast and requiring extensive nursing care by professionals 

and / or family

10 Comatose or barely rousable

0 Death

Adapted from ‘RUG-ADL & AKPS Assessment’ by Palliative Care Outcomes Collaboration, 2016.
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 Activity

Allied health options

Which allied health professionals do you 

think could contribute to Bob’s care?

Visit the CareSearch webpage to access 

further information on the contribution of 

allied health professionals in palliative care. 

https://www.caresearch.com.au/tabid/6274/

Default.aspx

Allied health professionals contribute to the 

palliative care team in a range of ways: 

Dietitian - optimise nutritional intake, 

develop nutrition plan focused on the 

persons needs and wishes 

Music Therapist - provide opportunities for 

music-based experiences, improve quality of 

life

Occupational Therapist - support 

continued or adjusted participation in valued 

and essential everyday activities

Physiotherapist - maximise functional 

independence and help to provide relief from 

symptoms such as breathlessness and fatigue

Psychologists - provide expert 

psychological assessments and interventions 

to effectively address often complex 

psychological issues

Social Workers - provides counselling 

and support, expertise in solving practical 

problems, financial advice and support 

and advocate where necessary and make 

referrals to other agencies; support for grief 

and bereavement

Speech Pathologist - develop strategies to 

support communication and swallowing.

(CareSearch, 2017a).

Summary

In this session, we explored tools and strategies 

for assessing and supporting optimal function 

in a person with life- limiting illness through 

to end of life, including the RUG-ADL and 

AKPS assessment tools.  Allied health services, 

community networks and carer supports are 

integral to quality care at the end of life.  
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Resources

View the following video from End of Life Essentials explaining the 
vital role members of the allied health team play in delivering effective 
palliative care.

To access the following resource you will need to register with  End of Life 
Essentials. This is free and the website provides some valuable information.  The 
End-of-Life Essentials Project offers free peer-reviewed online education modules 
on healthcare at the end of life in acute hospitals for nurses, doctors and allied 
health professional  (End of Life Essentials, 2020).

End of Life Essentials

A Team Approach – Decision Making and Speech Pathology

https://training.caresearch.com.au/learner/course/viewcourse/cid,10099
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At the completion of this session, you should be able to:

• Describe the role of communities and carers in supporting people with life-
limiting illnesses cope with loss of function

• Identify strategies and resources to support communities and carers.

TOPIC 5 SESSION 5  
5.5  Optimising function – communities and carers

Optimising community care

A life-limiting illness can impact the wellbeing 

and function of people and their entire social 

network.

All over the world, communities are rethinking 

palliative care and issues about dying, death, and 

bereavement. Caring networks are identified 

and developed around the person and their 

carer, extending the concept of person-centred 

care to network-focused care. These can be 

friends, neighbours, work colleagues, volunteers. 

These are ‘Compassionate Communities’ that 

mobilise to support community members in 

a variety of ways – practically, emotionally, 

financially, and spiritually. These networks of 

care demonstrate how dying really is ‘everyone’s 

business’ (Palliative Care Australia and The 

Groundswell Project Australia, 2017).

Figure 1: A network of care (Abel et al., 2013)

Known in the field of Public Health as ‘Public 

Health Palliative Care’, this community approach 

requires a genuine ‘partnership’ between 

services, communities and carers. Palliative 

care is learning a great deal from how these 

communities come together and support each 

other for different reasons. 
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 Transcript  

Bob’s condition deteriorates (5min 14sec) 

Doctor: So Bob, how are things at the moment?

Bob: I’ve been getting very weak. If I have to go any distance I 

have to use the chair. I can walk a bit, but I’m very slow and my 

arms are very weak. But Its Margaret I’m worried about, look 

at her. Some days it breaks my heart to see what this is doing 

to her.

Doctor: Yes. Margaret how are you managing?

Margaret (Bob’s wife): It’s been very hard. I know I should be 

stronger but I can’t.

Bob: I wonder as I get worse, it’s going to be harder for 

people to understand what I want and I’m going to be totally 

dependent on them. When I was in the palliative care unit for 

a few weeks it gave Margaret a rest, and I realised that while 

you’re at home that there’s someone there all the time. But in 

the palliative care unit and in the hospital it’s not always going 

to be like that.

Doctor: It is very hard to adjust to but there are people there 

twenty-four hours a day whereas Margaret has got to have 

some sleep at some stage. And they’ll never let you get into 

any real trouble. Margaret how did you find it when Bob was 

in respite?

Margaret: Well In some ways it was a real break, especially at 

night. However Bob didn’t like it and he’s not keen to go back. 

I don’t know how much longer we can keep going at home.

Doctor: Yes. Bob, what do you think about staying at home?

Bob: Naturally I want to stay at home as long as I can. I know 

the time will come when I might have to go to the hospital and 

back to the palliative care unit.

Doctor: Do you think you’re getting enough help at home at 

this stage?

Margaret: There is a constant stream of people coming to our 

house so I don’t know if we need any more. I mean they all 

want to help. But you do lose your sense of privacy don’t you?

Doctor: It does sound like both of you are under a lot of 

pressure at the moment and I think we need to do something 

to try and help. I wonder if it might be time to get the OT to 

come back to your place and just reassess how things are and 

whether they can provide any extra support for you to might 

make things easier. Bob how would you feel if we did arrange 

more time in respite to help Margaret? And Margaret it is very 

important that you to get some rest so that you can provide 

help for as long as you possibly can.

Bob: What you think Margaret?

Margaret: I’ll keep it in mind, but I’m okay at the moment.
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 Video

Community care

In the video ‘Bill’s story’, you will see how 

public health palliative care can empower 

communities to lead responses to dying and 

bereaved people, working in partnership 

with palliative care and other healthcare 

services  (Milford Care Centre & Compassionate 

Communities, 2014).

Watch the video - Bill’s story 

(6 min 15 secs) 

https://www.youtube.com/

watch?v=_5tJGaWjRZk 

 Video

Case study: Bob’s condition deteriorates 

(5min 14sec) 

https://www.youtube.com/

watch?v=VYTCzW42tds

Bob’s condition is deteriorating and he is 

finding that most day-to-day activities are 

becoming increasingly difficult. Margaret 

admits that ‘it’s been very hard’ and says,      

‘I know I should be stronger but I can’t’.  She 

is visibly upset.

Although Bob expresses his wish to be 

cared for at home, his healthcare team will 

need to consider a range of factors. The GP 

explores the options for care and respite 

with Bob and Margaret.

 Thinking point

Palliative Care Network

• Have you ever been part of a palliative 
or dying person’s network of care in a 
non-professional capacity? 

• Why did you get involved?
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 Thinking point

Supporting Bob

Which of the factors do you think the GP 
addresses in the video?

What do you think might be the main 
factors determining how long Bob can 
remain at home?

Most people with life-limiting illnesses prefer to 

be cared for at home. However, that will depend 

on a variety of factors, including: 

• Availability and ability of the caregiver

• The person’s physical condition, particularly 
his or her level of mobility

• The physical environment of the home

• The level of health and social services 
available

• The nature of the relationship between the 
person and their caregiver.

For successful home care, there should also be:   

• Channels of clear communication among 
different carers and services

• Support and equipment in place

• Up to date and relevant care goals

• Appropriate plans in place to deal with 
unexpected situations or emergencies

• Carer support options, including the 
possibility of respite. 

There may be periods throughout the course 

of the life-limiting illness where home care 

becomes difficult. In these situations, respite 

care and other support mechanisms should be 

considered. Respite care offers the caregiver 

a break from the caring role. Healthcare 

professionals see respite care as a good way 

of minimising the burden and strain on the 

caregiver. However, the caregiver and the 

person receiving care are often uncertain about 

the offer.

Level of community services 

 Thinking point

Margaret’s concerns

What do you think Margaret’s concerns are 

regarding her ability to meet Bob’s growing 

needs?  

Now let us explore Margaret’s perspective on 

this, as Bob’s primary caregiver. 

When home care becomes difficult, respite care 

and other support mechanisms are considered. 

Respite care offers the caregiver a break from 

the caring role, and minimises their burden 

and stress. However, people and carers may be 

uncertain about this option. 
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 Teacher notes

Caregivers

The term ‘caregiver’ in palliative care refers 

to someone who is giving support to a 

person with a life-limiting illness. This may 

be a relative, husband/wife, partner, child, 

parent or friend. Their role may incorporate 

practical, educational, psychological, 

spiritual, financial or social strategies (based 

on unmet needs and a desire by the carer/s) 

with the intention of enhancing the person’s 

quality of life and optimising their function 

(P. Hudson & Hudson, 2012; P. Hudson et al., 2010).  

Evidence shows that caregivers who care 

for people with life-limiting illnesses may be 

adversely affected if they’re not adequately 

prepared for, or don’t have the resources to 

undertake, the caregiving role.

Consider recognised sources of stress for 

caregivers:

• Uncertainty about treatment

• Lack of knowledge about care

• Role changes in the family

• Strained financial resources

• Physical restrictions

• Threats to own health, well-being and 
sense of self

• Lack of social support

• Fear of being alone

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

• Emotional and physical burnout. 

(Aoun, 2004)

While it is acknowledged that the caregiver 

role can be stressful, it can also be a positive 

experience. Many caregivers find there’s 

meaning to their caregiving role and get 

satisfaction from knowing they’re doing a good 

job. They may also feel closer to the person they 

are caring for (Aoun, 2004).  

The key elements of carer support include: 

• Mastery/skills

• Coping strategies

• Social supports

• Stress reduction.

Supporting carers
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 Activity

Supporting Margaret

For each of the following, suggest one way that Margaret might:

• Develop confidence in her skills

• Improve her ability to cope

• Develop reliable social supports

• Reduce stress.

HINT: Consider that one strategy might involve several steps. For instance, enlisting family 

help might require clear and honest communication about her needs, planning a help schedule, 

explaining what to do and what to do in emergency etc.

Recommended strategies to manage the stress and maximise the rewards of caregivers 

include(Pearlin, 1990; Russo, 2016):

 Mastery
Learn as much as possible about the 

condition, symptoms and what to expect

This assists the caregiver to build a 

sense of competence and control

Coping 

strategies

Link with advocacy and support groups 

and/or counselors and therapists 

to learn specific skills to deal with 

challenges which arise

This assists the caregiver to have 

techniques to deal with challenges

Social 

Supports

Reach out to family, friends, inner 

networks, outer networks and 

community groups for sympathy, 

humour and hands on help

This assists the caregiver to build a 

network of support for themselves

Stress 

Reduction

Exercise, practice self-care and use 

respite programs

This promotes wellness for the 

caregiver.
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Summary

In this session, we highlighted the important role of community networks and carer supports in 

palliative care. We identified strategies and resources to support communities and carers.
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Resources

View the resources below from the Carer Gateway to identify some of 
the support options available for carers in Australia.

Carer Gateway Webpage

Resources available

https://www.carergateway.gov.au/

Carer Gateway Video

Video: Carer Gateway services and supports available

https://youtu.be/OVlMMrJTrJM
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At the completion of this session, you should be able to:

• Outline the management of malignant wounds at the end of life.

TOPIC 5 SESSION 6  
5.6  Malignant wound management

Malignant wounds

Malignant wounds may have a profound impact 

on the person, the family and healthcare 

providers. They occur when a tumour 

infiltrates the skin and its supporting blood 

and lymph vessels. Malignant wounds occur in 

approximately 5% - 10% of people with cancer. 

Common primary sites include breast, head 

and neck, kidney, lung, ovarian, colon, penile, 

skin, bladder cancers, sarcomas, leukaemia and 

lymphoma. Living with a malignant wound can 

be devastating. Individuals may experience pain, 

malodour, exudate, pruritus and haemorrhage. 

Psychosocial experiences may include a negative 

impact on body image, disgust, humiliation and 

shame, a feeling of mutilation, loss of control 

and loss of confidence causing low self- esteem, 

fear, anxiety, depression and social isolation. 

Symptoms can effect both the person involved 

and the caregiver (Beh & Leow, 2016).

Malignant wounds tend to develop in people:

• Aged greater than 60 years-of-age

• With advanced cancer

• Within the last six months of life

(Winnipeg Regional Health Authority, 2014).

Malignant wounds may present as:

• Isolated raised nodules

• Deep craters

• Diffuse infiltration of areas such as the chest 
or abdominal wall

(Grocott, 2012).

‘In patients with advanced disease 
who have wounds that are unlikely 
to heal, the focus of care should be 
on symptom control, psychosocial 

support and optimising quality of life’

(Palliative Care Expert Group, 2016, p. 332).

! Warning

The following images and content may be 

distressing to some persons.  It includes images 

of, and detailed information about, large 

malignant wounds.
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Assessment of malignant wounds is complex and 

there is no widely accepted, universal approach. 

Common aspects of assessment include:

• Wound appearance and signs of clinical 

infection, 

• Symptoms such as pain, odour, drainage, 

swelling, itching, bleeding, and

• The wound’s effect on the person’s 

activities of daily living and psychosocial 

wellbeing, such as aesthetic concerns and 

psychological distress

(Beh & Leow, 2016; Grocott, 2012; Winnipeg Regional 

Health Authority, 2014).

Wound management principles in  

palliative care: 

• Personalised care based on the 

characteristics of the wound and the goals 

of care 

• Choose a dressing that provides comfort, 

minimises odour and improves quality of life 

for wounds not expected to heal

• Reduce frequency of dressing changes to 

minimise distress whilst ensuring optimal 

wound care,

• Prevent trauma, bleeding and pain when 

removing dressings

Wound management and 
assessment palliative care

Mary’s story

Mary is a 72-year-old woman with a malignant 

wound due to breast cancer. The tumour is large, 

involving her left breast and chest wall. The 

wound exudate is moderate and the surrounding 

skin is excoriated in places. The wound bleeds 

easily at the edges and is malodorous. Mary 

is embarrassed by her wound and fearful of 

leaving her home in case of leakage, smell 

and bleeding. She is in constant pain and finds 

clothing restrictive and uncomfortable.

Mary’s malignant wound:

• The tumor is large, involving her left breast 

and chest wall

• The wound bleeds easily at the edges and is 

malodorous

• The wound exudate is moderate and the 

surrounding skin is excoriated in places

Image source: Lund-Nielsen, B et al, 2011 © 2011 by the 

Wound Healing Society (Lund-Nielsen et al., 2011).

• Provide gentle wound care to minimise 

haemorrhage and pain using warm normal 

saline

• Multidisciplinary team involved in 

management and referral to a wound care or 

stomal therapy nurse as required.

(Beh & Leow, 2016; Palliative Care Expert Group, 2016).
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 Thinking point

Mary’s story

How should Mary’s malignant wound be 

managed? 

Exudate

Management of exudate is important to reduce 

secondary infection, odour and discomfort 

and prevent leakage and further breakdown 

of healthy tissue surrounding the wound. 

Applying a non-adherent dressing to the skin 

surface followed by a soft, absorbent dressing 

such as gauze or abdominal pads may be all 

that is required. Specialised dressings such 

as alginates, hydrofibre and foams may be 

required. Surrounding healthy skin may be 

protected with a barrier cream, film or silicone 

dressing (Beh & Leow, 2016; Palliative Care Expert 

Group, 2016).

Bleeding

Bleeding may be due to the fragile state of 

the veins and arteries involved in the wound 

area or by direct invasion of the tumour into 

a vein or artery. Individuals with head and 

neck cancers are particularly at risk when 

tumours are close to major vessels. Bleeding 

is managed by applying direct pressure and 

the application of non-adherent and calcium 

alginate dressings, adrenaline and silver 

nitrate. Depending on the goals of care, 

radiotherapy or embolisation may also reduce 

bleeding (Beh & Leow, 2016; Palliative Care Expert 

Group, 2016).

While an end-of-life bleed is rare, it is extremely 

traumatic. People with high-risk tumours and 

their caregivers should be warned of the risk 

of bleeding and be prepared with dark towels 

and a plan for administration of sedation and 

analgesia in the event of a severe haemorrhage. 

This conversation would best be attended by 

the medical officer following assessment of this 

risk (Beh & Leow, 2016; Palliative Care Expert Group, 

2016).

Odour

Regular and gentle wound cleansing reduces 

odour by removing debris and bacteria from 

the wound bed. Select a charcoal wound 

dressing. Ensure dressings collect exudate 

and contain odour through sealed edges or a 

bag (eg, colostomy bag). A deodoriser can be 

applied to the top of dressing. Environmental 

odours can be masked using absorbent 

granules, air pruifiers or essential oils. Topical 

or systemic metronidazole is commonly used 

(Beh & Leow, 2016; Palliative Care Expert Group, 

2016).

Pain

Management of pain includes topical opioids 

and systemic analgesics. Adequate analgesia 

and/or anxiolytics should be administered at 

least 30 minutes before painful or distressing 

dressing changes (Palliative Care Expert Group, 

2016).
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 Activity

Mary’s wellbeing

Mary describes being embarrassed by her 

wound. Outline other psychosocial effects 

that a malignant wound may cause?

Consider:

• Negative self-image

• Anxiety

• Constant reminder of the cancer

• Fear of wound bleeding, smelling, leaking

• Isolation

• Decreased quality of life

• Burden on caregiver

• Guilt and body image issues

• Impaired intimacy and / or sexual 
function 

• Hopelessness.

 Thinking point

Managing Mary’s wound

As an EN, what specific actions might you 

take to help prevent or reduce possible 

adverse psycho-social effects that the 

malignant wound is having on Mary’s 

quality of life? 

To support individuals and their carers, 

manage the psychosocial and social impact 

of living with malignant wound:

• Negotiate goals of care

• Discuss realistic expectations

• Provide education and information 
to support self-management if 
appropriate

• Try to achieve best cosmetic effect 
possible with dressings

• Refer for psychological support as 
needed. 

(Palliative Care Expert Group, 2016)

Summary

In this session, we described the impact of a malignant wound and identified strategies to manage 

malignant wounds at end of life.
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Resources

View the following websites to learn more about palliative wound 
care:

CareSearch website

Managing fungating wounds

https://www.caresearch.com.au/tabid/6343/Default.aspx

Canadian Virtual Hospice

Malignant wounds

https://www.virtualhospice.ca/en_US/Main+Site+Navigation/Home/Topics/
Topics/Symptoms+_+Health+Concerns/Malignant+Wounds.aspx
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To provide care at the end-of-life phase for a person with a life-
limiting illness, it is important to understand that experiences are 
different for everyone and individual goals of care determines the 
approach. 

Overview

Topic 6: End-of-life care and bereavement support describes how to 
recognise when someone is dying and developing a plan of care for this 
phase based on a revised assessment of their preferences and care needs.  
For the purpose of this resource, the end-of-life phase will be the last 
48-hours of life.

Aims

After completing this topic, you should be able to:

• Recognise the end-of-life phase of a life-limiting illness

• Identify person-centred goals of care in the end-of-life phase 
of a life-limiting illness

• Outine cultural, ethical and legal considerations in the end-of-
life phase of a life-limiting illness

• Develop an understanding of providing care after death

• Identify strategies for providing support to bereaved families 
and carers.

TOPIC 6
End-of-life care and bereavement support



• -

TOPIC 6
Session overview

6.1 
Recognising 
the end-of-life 
phase

• Describe the signs and symptoms 
commonly experienced in the end-of-life 
phase of a life-limiting illness

• Identify the principles of care in the end-
of-life phase

Recognising dying – signs and symptoms

Assessment and management in the end-
of-life phase

6.2 
Reviewing 
goals of care in 
the end-of-life 
phase

• Identify strategies to understand and 
respect preferences in the end-of-life 
phase

• Identify strategies to assist families and 
carers prepare for death

• Describe ethical issues in the end-of-life 
phase of a life-limiting illness

Preferences in the end-of-life phase

Documenting preferences 

Cultural and ethical issues in the end-of-
life phase

6.3 
After-death 
care

• Outline the legal and organisational 
requirements after a person dies

• Demonstrate care of the person after death 
which reflects respect and is culturally 
appropriate

Legal and organisational requirements

Documentation

Dignified care

Culturally appropriate care

Case study – Support for Amy’s family at 
the end-of-life

6.4 
Bereavement

• Describe resources available to support 
people and families requiring grief and 
bereavement support

Supporting families

Referral to pastoral care or social work.

SESSIONS - OBJECTIVES - OVERVIEW



 
HLTENN010 mapping

 
Elements and Performance Criteria addressed in Topic 6:

 
Knowledge Evidence addressed in Topic 6:

Element 1: Recognise the special needs of a person requiring a palliative approach to care T6
PC1.1 Apply principles of palliative care and the palliative approach in undertaking holistic assessment of the person 6.1

PC1.2
Apply knowledge of pathophysiological changes associated with a life-limiting illness and the needs of the 

person
6.1

PC1.4
Identify and respect the person’s needs in relation to their lifestyle, social context and emotional and spiritual 

choices, and document these in accordance with care plan
6.2

PC1.6
Apply in own practice an awareness of the psychosocial impact of palliative care on the person’s family or 

carer
6.2

Element 2: Support person, family or carers using the palliative approach T6

PC2.1
Provide the person, family or carer with opportunities to discuss spiritual and cultural issues in an open and 

non-judgmental manner
6.1 6.2

PC2.2
Use effective communication techniques and access relevant support services to provide a supportive 

environment for the person, family or carer
6.1

PC2.3
Monitor the person’s condition and provide accurate and timely information on stages of dying to the person, 

family or carer, ensuring that information-provision respects their wishes
6.1 6.2

PC2.4
Identify and address legal and ethical implications of implementing advance care planning (ACP) and advance 

care directives (ACD)
6.2

Element 3: Identify and respond to signs of deterioration and the stages of dying T6

PC3.1
Apply knowledge of the physiology of dying in supporting the person, family or carer as they experience the 

person’s dying process
6.1

PC3.2
Identify signs of respiratory and swallowing difficulties and implement management strategies in accordance 

with ACP or ACD
6.1

PC3.4 Identify and report signs of the person’s deterioration or imminent death in accordance with ACP or ACD 6.1

PC3.5
Support the dignity of the person when undertaking all care activities in their end-of-life stages as well as 

after their death
6.1, 6.2, 6.3

PC3.6
Identify and reflect on any ethical issues or concerns about the person, and discuss with an appropriate 

person according to organisation procedures
6.2

Element 4: Care for the person’s body after death and provide support for the family and others T6
PC4.1 Apply knowledge of legislation to own role and responsibilities when a person dies 6.3

PC4.2
Provide care of a person’s body after death using standard precautions and in accordance with organisation 

policy and procedures
6.3

PC4.3
Ensure care of the person’s body is carried out with dignity and respect, and that the person’s person customs, 

culture, religion, spiritual practices and choices are taken into account
6.3, 6.4

PC4.4
Discuss support needs and resources including the accessibility and availability of resources with the family, 

carer or others requiring bereavement care
6.3, 6.4

PC4.5 Provide emotional support to the person, family or carer in relation to grief, loss and bereavement 6.1, 6.3, 6.4

Element 5: Provide for own self-care in palliative care role T6

PC5.1
Identify own need for self-care and support and implement effective ways to sustain own social and emotional 

wellbeing.
6.3

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: 

T6

KE1 Knowledge of how to identify needs of the person, family or carers during the palliative approach to healthcare
6.1,6.2,
6.3,6.4

KE2
Knowledge of state/territory legislation on advance care planning, advance care directives and notification of a 

death
6.1,6.2, 

6.3

KE3 Knowledge of diverse cultural, religious and spiritual factors underpinning the person’s choices at end-of-life
6.1,6.2, 

6.3

KE4a
Knowledge of ethical and legal issues related to a palliative care approach including decisions regarding advance 

care directives
6.2

KE4b
Knowledge of ethical and legal issues related to a palliative care approach including conflicts that may occur in 

relation to personal values and decisions made by or for the person
6.2, 6.3

KE5 Knowledge of hydration and nutrition requirements during palliative care and at end-of-life 6.1, 6.2
KE9 Knowledge of impact of loss and grief on person, family or carers and staff members 6.1,6.2,6.4

KE10 Knowledge of own role and responsibilities, and those of other team members involved in palliative care
6.1, 6.2,
6.3,6.4

KE11 Knowledge of relevant organisation policies, procedures, protocols and practices in relation to palliative care
6.1,6.2, 
6.3,6.4

KE12 Knowledge of relevant resources available to those requiring grief and bereavement support. 6.3, 6.4
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At the completion of this session, you should be able to:

• Describe the signs and symptoms commonly experienced in the end-of-life 
phase of a life-limiting illness

• Identify the principles of care in the end-of-life phase.

TOPIC 6 SESSION 1  
6.1 Recognising the end-of-life phase

 Thinking point

Recognising the end-of-life phase

Why is it important to recognise the end-

of-life phase?

Timely recognition of the end-of-life phase 

provides an opportunity to:

• Prepare the person and their family and 
carers

• Spend quality time sharing thoughts, 
love and support

• Say ‘goodbye.’

 Teacher notes

It is important to recognise when the person’s 

death is approaching so the healthcare team, 

the person, family and carers are able to 

prepare (Palliative Care Expert Group, 2016a).

The end- stage of a person’s life can provide 

some of the most profound and memorable 

experiences for family members. These 

moments can provide a time for sharing 

thoughts and hopes and expressing love 

and support. It is a time for saying goodbye. 

However, it may also be a time when families 

experience extreme distress and require a 

great deal of support from the healthcare 

team. Best practice in end-of-life care 

focuses on supporting both the person and 

their family (CareSearch, 2017i). At this time, 

there are key principles that underpin good 

end-of-life care.

‘The end-of-life phase of care is 
defined when death is likely to occur 

within days.’

(Palliative Care Outcomes Collaboration, 2016) 
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Key principles underpin good end-of-life care:

• Recognise and acknowledge the person is in 
the end-of-life phase

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

• Maintain comfort, choices and quality of life

• Support the person’s individuality

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

• Offer a choice of place of care when possible

• Reduce inappropriate and burdensome 
healthcare interventions

• Continue support for families after death as 
bereavement care

(CareSearch, 2017i; Chapman & Ellershaw, 2015).

Unfortunately, there is no accurate way to 

determine when death will occur, however in the 

weeks leading to the end-of-life phase, signs of 

deterioration may be present. 

• Signs of disease progression – enlargement 
of solid tumour, worsening symptoms, 
weight loss

• Reduced strength and energy

• Increased drowsiness and sleeping

• Reduced eating or drinking

(Hudson & Hudson, 2012; Palliative Care Australia, 2014; 

Palliative Care Expert Group, 2016a).

In the last days of life, the person:

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

• Is poorly responsive or unconscious with 
limited responses

• Is unable to swallow

• Has reduced or no urine output

• Has changes in their breathing pattern

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

(Palliative Care Expert Group, 2016a)  

*AKPS – Australian-modified Karnofski Performance 

Scale.

Principles of  
good end-of-life-care

How will I know  
when death is near?
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 Additional Resources 

The Dying Process by Palliative Care 

Australia (Palliative Care Australia, 2014)

 http://palliativecare.org.au/wp-content/

uploads/2015/05/PCA002_The-Dying-

Process_FA.pdf

Last days of life

In the last days of life, the person may 

experience changes that affect their body 

systems individually.

Systemic Systems

Become totally bed-bound and require full cares

Urinary System

Have reduced or no urine output

Neurological System

Be poorly responsive or unconscious with 
limited responses

Respiratory System

Have changes in their breathing pattern

Gastrointestinal System

Be unable to swallow

Neurovascular System

Have pale or mottled skin and cold hands and 
feet

(Palliative Care Expert Group, 2016a).
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In the end-of-life phase, dignified and respectful 

care for the person with a life-limiting illness 

includes impeccable symptom management and 

practical cares.

• While appropriate to cease measurement 
of vital signs, frequent assessment of the 
person for signs of distress or discomfort 
that may be related to pain or other 
symptoms is required

• Frequent mouth and skin care

• Medication administration changes

• Pressure injury prevention

• Management of urinary or faecal 
incontinence. 

(Palliative Care Expert Group, 2016b).

Care should focus on the physical, psychosocial 

and spiritual concerns of the person and their 

family, and extend into the bereavement period. 

It requires very good communication and 

teamwork (Care Search, 2017c). Family and other 

caregivers often have particular concerns and 

fears about end-of-life issues. Family members 

often want to know what will happen and what 

they can do to help. They can be encouraged 

to participate in the care of the person as 

appropriate, if they wish to do so. 

This is the phase where the Advance Care Plan 

documents (specific to each state/territory) 

generally have their strength. The decisions 

that were made when the person had minimal 

symptoms, can now be implemented. Care can 

be provided that reflects the cultural, spiritual 

and religious needs of the person, as the person 

specifically  wanted. This saves the family the 

stress and upset of trying to guess what the 

persons wishes may have been.

Providing supportive cares
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 Thinking point

Concerns about breathing

How do you respond to family members 

who are concerned about noisy, rattly 

breathing in the dying person?

• Reassure family and carers that the 
changes in breathing are a normal 
process of dying and are seldom 
distressing to the person

• Reposition the person to shift the 
pooled secretions, reduce the noise and 
encourage postural draining

• Suction pooled secretions in the oral 
cavity, using caution not to stimulate 
the gag reflex

• Consider pharmacological 
interventions – anticholinergic drugs 
such as glycopyrronium or hyoscine 
butylbromide

• Report these issues to the team.

 Teacher notes

For more information on respiratory 

secretion management, access CareSearch. 

https://www.caresearch.com.au/

tabid/6800/Default.aspx

It may be very distressing for family and carers 

to watch the changes in a person’s breathing 

pattern. As the person nears death they may 

experience:

• Slow or irregular breathing

• Periods of rapid, shallow breathing

• Cheyne-Stokes - episodes of apnoea with 
periods of deep, rapid breathing in-between

• Excessive but ineffective efforts to breathe 
deeply

• Noisy ‘rattly’ breathing associated with 
pooling or respiratory secretions

(Palliative Care Expert Group, 2016a).

Changes in breathing patterns 
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 Activity

Concerns about eating and drinking

How do you respond to family members 

who are concerned about reduced eating 

and drinking?

• Provide reassurance

• Explain that the person has lost their 
appetite and does not feel hunger or 
thirst

• Explain that swallowing has become 
difficult and if food or fluids are 
given, they may go down the wrong 
way, causing more discomfort, and 
complicating end of life care further

• Ask the family if they would like to help 
with mouth care, which will help with 
comfort

• Make a referral to a dietician 
INCORRECT RESPONSE

The use of enteral and parenteral nutrition 

at the end-of-life is rarely indicated. A 

suggested response could be;

‘Your mother has lost her appetite and does not 

feel thirsty. She is finding swallowing difficult 

and if food or fluids are given, they can go down 

the wrong way. Would you like to be involved 

in your mother’s mouth care to help keep her 

comfortable?’

In addition to nutritional value, eating and 

drinking holds social and cultural meanings, 

which can influence how families and carers 

respond when the person reduces or stops their 

oral intake. The emotional connections that food 

represents should be acknowledged for families 

and carers. They may need reassurance that this 

is part of the dying process. 

The use of enteral and parenteral nutrition 

at end-of-life is rarely indicated. For a person 

who is already receiving medically assisted 

nutrition or hydration, the benefits and burdens 

of such treatment need to be considered in 

determining the appropriate time to withdraw 

the interventions. The person’s family needs 

to be included in decision making at this time 

(CareSearch, 2017b; O’Connor & Recoche, 2012).

Changes in nutrition  
and hydration 
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 Teacher notes

Consider also what is known about 

medically assisted nutrition and hydration 

at end-of-life:

• It is unlikely to be beneficial and may 
cause problems that can make the 
person uncomfortable and prolong 
suffering

• In the end-of-life phase of care the body 
is dying and does not sense thirst or 
hunger

• Complications of hydration at end-
of-life include symptoms associated 
with fluid overload including oedema, 
respiratory secretions and noisy 
breathing and gastrointestinal 
secretions (with vomiting)

• The presence of tubes can focus care 
on the intervention rather than the 
person

(Palliative Care Expert Group, 2016a).

For more information on Appetite and 

Artificial Nutrition, access CareSearch.

https://www.caresearch.com.au/

tabid/6780/Default.aspx
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Immobility and incontinence are risk factors 

for impaired skin integrity. Oxygen therapy and 

increased mouth breathing dries the oral mucosa 

and nose.  The person’s eyes may not fully close 

and lead to corneal dryness, which left untreated, 

can be painful (Clarke, Gray, White, Duncan, & Baumle, 

2016).

Impeccable skin and mucous membrane care can 

improve comfort for the person at this time:

Skin care:

• Implement routine pressure injury 
prevention strategies

• Careful change of position every 1-2 hours, 
or as the person and family request in the 
care plan (Hotaling and Black, 2018)

• Inspect skin during cares to monitor for 
changes and potential injury

• Apply hydrocolloid dressing to bony 
prominences to relieve discomfort

• Sponge bath as required to ensure skin 
remains clean and dry

• Implementation of a pressure-distributing 
mattress

• Moisturising hands, arms and legs for 
comfort as required

• Keep the person warm with a blanket.

Skin, mouth, nose and eye care

Mouth care:

• 1 – 2 hourly mouth care - moisten mouth 
with swabs and apply to inside of cheeks, 
gums and tongue

• Apply ointment to keep lips moist

• Brush teeth and tongue if preferred.

Nasal care:

• Clean nares and remove any debris as 
required

• Moisturise nares to protect from drying and 
cracking as required.

Eye care:

• Apply ophthalmic ointment to eyes if eyes 
not able to close and drying is evident

(Clarke et al., 2016; Palliative Care Expert Group, 

2016a).
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In the end-of-life phase, there will be decreased 

output of urine and faeces.  The person may lose 

urine and/or bowel control as the muscles in that 

area begin to relax (Clarke et al., 2016; Palliative Care 

Expert Group, 2016a).

Strategies to provide elimination care for the 

person in the end-of-life phase include:

• Monitor for incontinence when attending 
other cares with the person 1 – 2 hourly

• Post an incontinent episode clean the skin, 
with peri-washes

• Apply a barrier cream to the area to prevent 
potential skin breakdown 

• Apply an incontinence aid that draws 
moisture away from the skin so as to prevent 
potential skin breakdown.

Indwelling catheters are not a first choice for 

bladder management; however, for some people 

the discomfort of being incontinent and then 

moved and cleaned regularly can be distressing 

and increase agitation.  The benefits of a urinary 

catheter greatly outweigh the risks in these 

circumstances (Clarke et al., 2016).

Agitation, or end-of-life restlessness, is common 

as death approaches.  Individuals can be restless 

and unable to find a comfortable position in bed, 

try to get out of bed, or pluck at the sheets or the 

air.  They may groan or speak without making 

sense.  This can be distressing for loved ones 

of the person in the end-of-life phase of care 

(Palliative Care Expert Group, 2016a).

Agitation is often multifactorial and can be 

difficult to identify any one cause. 

Considerations include: 

• Physical discomfort

• Poorly controlled pain or other symptoms

• Delirium

• Emotional distress

• Medication changes

• Withdrawal from other nicotine, drugs or 
alcohol

(Palliative Care Expert Group, 2016a).

Strategies to prevent and manage agitation in 

the end-of-life phase of care include:

• Assess regularly for signs of agitation 

• Ensure symptom management and comfort 
measures are implemented

• Ensure  environment is supportive (calm and 
relaxed – persons preferred music playing, 
family speaking in calm tones)

• Use massage on the person’s hand or 
forehead

• Discuss any changes in agitation with the RN 
and multidisciplinary team

• Involve family and carers in comfort and 
hygiene cares, as appropriate

(CareSearch, 2017g; Clarke et al., 2016; Palliative Care 

Expert Group, 2016a).

Managing elimination needs Managing agitation 
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 Teacher notes

For more information on pain, access Care 

Search.

https://www.caresearch.com.au/

tabid/6228/Default.aspx

Pain may increase in the end-of-life phase of 

care due to tumor growth.  Pain that is not 

well controlled causes significant distress and 

disability. The effective management of pain is 

a core element of palliative care practice in the 

end-of-life phase (CareSearch, 2017g).

Strategies to provide effective pain management 

for the person in end-of-life phase of care 

include:

• Assess for pain 1 – 2 hourly

• Administer pain relieving medications 
or adjuvant therapies (steroid, 
benzodiazepines) in a timely manner as 
ordered

• Manage breakthrough pain in a timely 
manner

• Evaluate effectiveness of medications 
administered 30 minutes post 
administration and discuss concerns with 
RN and multidisciplinary team if pain level 
unchanged

• Reposition the person to increase level of 
comfort

• Consider the use of heat packs if the person 
has previously requested this in their end of 
life care planning

(CareSearch, 2017g; Clarke et al., 2016).

Managing pain 

Summary

In this session, we have described the signs and symptoms commonly experienced in the end-of-life 

phase of a life-limiting illness.  Care planning is vital for the person with a life-limiting illness and the 

care planning must include impeccable symptom management to ensure dignified and respectful 

outcomes for the person and the family.
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Resources

View the resources below to understand more about recognising the 
end of life phase:

Palliative Care Australia

The Dying Process

https://palliativecare.org.au/wp-content/uploads/2015/05/PCA002_The-Dying-
Process_FA.pdf
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At the completion of this session, you should be able to:

• Identify strategies to understand and respect preferences in the end-of-life 
phase

• Identify strategies to assist families and carers prepare for death

• Describe ethical issues in the end-of-life phase of a life-limiting illness.

TOPIC 6 SESSION 2  
6.2 Reviewing goals of care in the end-of-life phase

Where do you want to be cared for in 
your final days?

Whom do you want to have by your side?

Do those around you understand your 
wishes and preferences at this time?

Goals of care

Communication and shared decision-making 

between healthcare providers, individuals and 

their families are crucial to ensuring the person’s 

needs, wishes and preferences are understood, 

and if possible, addressed at end-of-life. These 

conversations may occur in a family conference.  

Goals of care should have an emphasis on the 

person’s psychological, social and spiritual 

requirements of the person and their family at 

the end of life (Clarke et al., 2016).

Discussing changing goals of care is an important 

part of this process. The most common goals of 

care identified by people as they approach the 

end-of-life are to:

• Be cured

•  Live longer

• Improve or maintain function and quality  
of life and independence

• Be comfortable

• Achieve life goals

• Support for family/caregiver.

(CareSearch, 2017i)

These goals may shift as the person’s life-limiting 

illness changes. It is important that people and 

family have goals that are realistic. In the end-

of-life phase, focus shifts to improving quality of 

life and ensuring a dignified and peaceful death 

(Clarke et al., 2016). 

Decisions about life sustaining measures or 

withholding treatment may be difficult for 

caregivers and relatives (Connolly, Sampson, & 

Purandare, 2012). Parents, families and carers 

of children with a life-limiting illness may find 

it particularly difficult to speak truthfully and 

openly to children about their illness (Wiener, 

McConnell, Latella, & Ludi, 2013).

Documenting goals of care

Documenting the goals of care on a consistently 

used template or form ensures that the record 

is accessible for all healthcare providers  

(CareSearch, 2017a).  Documentation should 

reflect the person’s stated values, goals, and 

preferences, and the general content of the goals 

of care discussion

Forms commonly used to record end-of-life 

phase goals of care include end-of-life pathways 

and advance care plans.  Be aware that the 

documentation for advance care planning is 

slightly different for each state and territory.
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The following forms are guidelines outlining 

responsibilities for the care of people at the end 

of life. They assist in the documentation of care 

and the reporting of the deterioration of the 

person. This not only assists in the identification 

of the stage of the illness and its progression, 

but also includes the needs of the person as 

documented in the Advance Care Plan.

Key Resources

Clinical Guidance for the dying patient

https://www.health.qld.gov.au/clinical-practice/

guidelines-procedures/patient-safety/end-of-

life/guidelines 

Care pathways were developed as a model 

to improve end-of-life care. Health services 

may have local versions. Pathways are not 

prescriptive. They should be responsive to 

a person’s changing condition. Pathways, 

guidelines or frameworks should not take 

the place of impeccable assessment and 

reassessment (CareSearch, 2017d).

Examples of end-of-life care pathway forms 

vary through care environments and states of 

Australia.  It is important for you to understand 

your facilities paperwork and documentation 

procedure.

Advance care planning was reviewed in 

Topic 5. It is in the end-of-life phase when the 

person may not be able to communicate their 

wishes that documented goals, values, beliefs 

and preferences support decision making by 

healthcare professionals and families or carers.

The healthcare team can act as advocate for the 

person with a life-limiting illness to ensure their 

wishes are followed, this becomes particularly 

important when there may be conflicts in 

decisions on care at the end of life. If the persons 

decisions have been documented clearly and are 

understood by everyone at the start, then the 

potential for conflict later is reduced. However, 

if conflict does occur, the team can be certain in 

their care delivery if it meets the documented, 

legal needs and wants for the person in the 

Advance Care Plan.

Visit Advance Care Planning Australia

https://www.advancecareplanning.org.au/

End-of-life care pathways Advance care planning
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Many people are not prepared to grieve during, 

and following death. Nurses must be aware of, 

and be responsive to, the needs of families and 

carers at this time. 

Families commonly need to:

• Have hope

• Be renewed through self-care strategies

• Be educated on emotional and practical 
coping strategies

• Have open and honest communication

• Receive information on what is happening

• Be involved in some or all aspects of care.

(Johnson, 2012) 

Supporting families and carers in the end-of-life phase

‘The impending death of a family member presents both a crisis and challenge to 
their family. Their family is required to adjust and adapt their roles and functions in 

light of the personal loss they are about to experience.’

(Johnson, 2012).

The nurse must acknowledge the dying person 

and family members as a unit of care when 

planning, implementing and evaluating care 

activities to promote dignity, comfort and 

alleviate suffering.

There are psychosocial, professional and 

practical strategies that nurses can use to 

support families. Supportive care interventions 

for families and carers should be individualised 

for each family/carer.

Strategies nurses can use are outlined in Table 1.

In addition to nursing activities, other supportive 

interventions may involve support groups, 

spiritual leaders, grief counsellors, social workers, 

multidisciplinary family meetings and providing 

access to information (Johnson, 2012).

Supportive care 
principle

Psychosocial, professional and practical strategies

Promoting effective 
communication

• Clarifying treatment goals, prognosis and symptom management

• Involving family in decision-making

• Spending time with family members

• Clarifying the family structure and identifying roles and responsibilities

Involving family in 
care

• Identifying suitable/desired care activities

• Assisting family members to undertake caring activities

Negotiating special 
needs

• Negotiating around the person/family wishes

• Addressing cultural, spiritual, religious and nutritional concerns

Providing excellent 
pain and symptom 
management

• Identifying symptom distress

• Managing pain and symptoms in accordance with person/family wishes

Provide existential 
support

• Addressing fears and anxieties related to dying and death

• Providing staff or volunteer support

• Referring to pastoral care or counselling services if needed

Preparing the family 
for death

• Ensuring emotional preparation

• Managing existential issues

• Providing practical assistance with resources, such as funeral directors.

Table 1: Strategies for supportive family care Source: (Street, Love, & Blackford, 2005).
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 Transcript  

Amy’s story - Cultural and individual differences   

(4min 18sec)

Amy: Ling Li have you finished your school work already? Did 
you come straight home?

Eric: It’s me mum, it’s me Eric

Amy: Oh…Eric *Chinese* My son…

Nurse Unit Manager: Hi Amy, I 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: Yeah, 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?

Nurse Unit Manager: Yes. Although despite the cultural 
differences, it’s important to treat Amy as a person, take a meal 
to her and she can choose what she wants to eat.

Worker: Okay, I will

Worker: Hey Misha, could you clarify something for me. Now, 
I noticed that Amy’s mum Le Mei keeps a piece of jade under 
Amy’s pillow, but she also wears a cross around her neck. Now, 
what exactly does she believe in?

Nurse Unit Manager: I certainly don’t have one set of beliefs, do 
you?

Worker: No, not really

Nurse Unit Manager: Well just like you and me, Amy, Mei, and Eric 
are persons. 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.

Nurse: Yeah, 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?

Nurse: 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

Nurse: Yeah, I guess

Nurse Unit Manager: Remember also, this is a difficult time 
for them, as Amy’s condition has deteriorated. So I’m sure it 
helps them cope a little more with what’s happening. Even 
though language might seem like a barrier at times, if you talk to 
people as persons, share your concerns, get to know them. The 
differences aren’t that important.

Nurse: Yeah, okay, good point.

Nurse Unit Manager: Okay, see you later

Nurse:  Alright, see ya.

259 PCC4U EN Toolkit Version 2– Implementation Guide (March 2021)

https://www.youtube.com/watch?v=F4pREpVD3vs&feature=emb_logo


 Video

Cultural and individual differences  

(4 min 18 sec)

https://www.youtube.com/

watch?v=F4pREpVD3vs&feature=emb_logo

Amy was diagnosed with early onset 

Alzheimer’s disease when she was in her 

60s. The interdisciplinary team at the aged 

care facility provide end-of-life care for Amy 

and her family.

Cultural perspectives

Western societies typically place high value on the 

rights of people to make their own decisions and 

have choices about what will happen to them at the 

end of life. In other cultures, decisions relating to 

medical care may require greater involvement of 

the family and wider community (Chater & Tsai, 2008; 

Hiruy & Mwanri, 2013).

In some cultures, death is considered a natural part 

of the life cycle while others may see it as unnatural 

and a sign of weakness. Some people can have a 

cultural belief that pain is a punishment for past 

wrongdoings. Other cultures believe that pain 

needs to be endured for access to heaven to be 

granted. These underpinning beliefs can influence 

the management and provision of care at the end 

of life (Arnold, 2009; Wiener et al., 2013).

The preference for the place to receive end-of-

life care and to die varies between individuals. 

For some cultures remaining with their family or 

returning to their origins to die is important. Some 

believe that dying and death that occurs at home 

is a sign of bad luck, where others believe that a 

person’s soul will be lost forever if they die away 

from their home (Wiener et al., 2013).  Where family 

and community support is strong, in-home care 

may be preferred. For others the choice may be a 

care facility (Connolly et al., 2012). 

‘Communication is vital to understand goals of care, the assistance of 
carers or professional health interpreters may be required to identify 

different cultural perspectives at end-of-life’. 

(CareSearch, 2017h).
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 Additional resources 

An outline of different cultural beliefs at 

the time of death. (Loddon Mallee regional 

palliative care consortium, 2011) 

http://lmrpcc.org.au/admin/wp-content/

uploads/2011/07/Customs-Beliefs-Death-

Dying.pdf 

 Activity

Cultural and person differences

Outline the key points the nurse manager 

makes about providing care for Amy, which 

respects her person beliefs and culture.

Suggested response:

• Ask, don’t assume about the persons 
culture and beliefs

• Individualise care

• Offer choices

• Respect differences.

On admission and prior to discussing care 

with the person and their family, identify the 

preferred person/s to direct questions and 

information. In some cultures the gender of the 

person with a life-limiting illness influences who 

is included in the discussions, with discussions 

only occurring with other members of the same 

sex (Shahid, Bessarab, van Schaik, Aoun, & Thompson, 

2013).

A cultural framework should be considered 

when discussing care with the person with a life-

limiting illness and their family, with attention to:  

• ‘Truth telling’ when providing medical 
information

• Asking about preferences regarding cultural 
beliefs about dying and death

• Exploring family’s preferred role in decision 
making

• Deliberation and decision making in the 
context of cultural beliefs related to respect 
for authority, respect for elders, spirituality 
and trust 

• What quality of life means to them

(Sharma & Dy, 2011).

A culture-centred approach
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Ethical dilemmas arise in the end-of-life phase 

of care because of concerns or differing views 

about what is the best approach to care for a 

person with a life-limiting illness. The ethical 

issues may be in relation to concerns that are 

raised, or with requests or decisions that are 

made by healthcare staff, people with life-

limiting illness and their families (CareSearch, 

2017e; Palliative Care Expert Group, 2016b).

Ethical issues that may be encountered in the 

end-of-life phase of care:

• Requests to withhold information

• Withdrawing or withholding treatment

• Provision of nutrition and hydration

• Request for assistance to die

(CareSearch, 2017e; Palliative Care Expert Group, 

2016b).

Ethical issues in  
the end-of-life phase

Advance care planning in Australia is supported 

by both statute law (determined by legislation) 

and common law (determined by judges’ 

decisions). Legislation to promote advance care 

planning exists in Australia in all states and 

territories. However, the extent of legislation 

and type of statutory directive varies (Advance 

Care Planning Australia, 2020).

Legal issues in  
the end-of-life phase
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 Activity 1

Which ethical issue does this situation relate 

to?

Mrs Li’s family do not want you to tell their 
mother that she has cancer because they 
are concerned she will become depressed. 

• Requests to withhold information

• Withdrawing or withholding treatment

• Provision of nutrition and hydration

• Request for assistance to die 

A reflection on case scenarios. 
Exploring ethical issues

ANSWER: Request to withhold information

Nurses are sometimes asked to withhold the 

truth from a person. This is referred to as 

collusion, and can easily create a scenario of 

secrecy and mistrust. These requests may be in 

relation to disclosing the nature of a life-limiting 

illness such as cancer, or even imminent death, 

and can be made by a family member or by the 

person with the life-limiting illness themselves 

(CareSearch, 2017e). During these discussions it 

can be helpful as a nurse to:

• Acknowledge the family’s concerns

• Enquire about the reason for the request 
to withhold information from the person

• Consider the social and cultural factors 
affecting the situation

• Discuss the benefits of open and honest 
communication

• Ask open ended questions such as - 
‘What do you know about your illness 
and what is happening at the moment?’ 
and equally important: ‘How much would 
you like to know?

• Advise the family that direct questions from 
the person will be answered truthfully and 
sensitively when they arise

(CareSearch, 2017e; Palliative Care Expert Group, 

2016b).
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 Activity 2

Which ethical issue does this situation relate 

to?

Michelle develops a chest infection in her 
end-of-life phase of care. She has an advance 
care plan that states she does not want 
life-sustaining antibiotics or resuscitation in 
this phase of care. Her family are frustrated 
‘nothing’ is being done.  

• Requests to withhold information

• Withdrawing or withholding treatment

• Provision of nutrition and hydration

• Request for assistance to die

ANSWER: Withdrawing or withholding 

treatment

Decision-making at the end of life can often 

involve very difficult and emotional decisions 

about whether to start or stop a treatment 

or life-sustaining measure. Examples include 

whether to resuscitate or start antibiotics or 

mechanical ventilation or to stop enteral feeding. 

These decisions need to consider whether 

something is burdensome for the person and 

not improving their quality of life. Discussions 

and decisions regarding ‘to resuscitate’ or 

‘not to resuscitate’ should always be clearly 

documented to avoid confusion. Ethical, cultural, 

religious and moral factors are enmeshed in 

people’s perspectives when making decisions 

and there are sometimes concerns about legal 

implications (CareSearch, 2017e; Palliative Care Expert 

Group, 2016b).
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 Activity 3

Which ethical issue does this situation relate 

to?

Amy is drowsy, and is coughing a lot when 
her mother, Mei tries to feed her some soup. 
Mei has been bringing meals in to Amy for 
the last year. She is very upset that Amy 
can’t eat the soup she has prepared.

• Requests to withhold information

• Withdrawing or withholding treatment

• Provision of nutrition and hydration

• Request for assistance to die.

ANSWER: Nutrition and hydration

Decisions to provide hydration and 

nutrition when the person is unable 

to manage oral intake must consider 

safety for the person and benefits of 

interventions. Providing food and fluids 

has great meaning to people as they often 

relate the provision of food and fluids 

to comfort and nourishment, and to the 

giving and preserving of life. A person’s 

cultural background can have great impact 

on their values and beliefs regarding 

nutrition and hydration (CareSearch, 2017e). 

Family members may insist on trying to 

continue to feed their loved one even 

when it is no longer safe to do so. They 

may consider not doing this as a failure to 

care. They may also insist on parenteral 

fluids or a feeding tube once someone 

can no longer eat or drink. In these 

circumstances it is important to talk to 

families about comfort measures, such as 

regular mouth care, wetting the persons 

lips and using lip balms. If the family are so 

distressed at the thought of dehydration, 

a small amount of subcutaneous fluid 

may be an acceptable compromise. Other 

health professionals are a good resource. 

For example, if unsure whether someone 

can still safely swallow food and fluids, 

referral to a speech pathologist would 

be helpful (CareSearch, 2017e; Palliative Care 

Expert Group, 2016b).
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 Activity 4

Which ethical issue does this situation relate 

to?

Bob is overwhelmed by his life-limiting illness and 
asks you ‘I have had enough, isn’t there a pill you can 
give me to make this all stop?’

 

• Requests to withhold information

• Withdrawing or withholding treatment

• Provision of nutrition and hydration

• Request for assistance to die.

ANSWER: Request for assistance to die

Palliative care’s aim is to support people at the 
end of their life. This may include withholding 
or withdrawing futile treatment, which is not 
considered to be euthanasia or assisted death 
(CareSearch, 2017e).  Euthanasia is a deliberate act 
or omission, undertaken with the intention of 
ending a person’s life (Australian Centre for Health 

Law Research, 2016). The last two decades have 
seen a rise in active pro-euthanasia advocates 
pushing for legislation across the world. 

A request for euthanasia sometimes comes 
from family members. Nurses may be asked by 
families to give their loved one something to 
‘end it all’. People with life-limiting illness or their 
families may say things like ‘ I wish it was all over’  
‘why can’t this process hurry up?’  

Any request for euthanasia needs to be 
acknowledged and explored. Actively listening 
to the concerns and fears of the person can 
help ascertain why they have come to make this 
request. These statements reflect how difficult 
their situations is and offers a chance to offer 
support.

PCC4U EN Toolkit Version 2– Implementation Guide (March 2021) 266 



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 in the care of the person and 

respond to their person needs as they prepare for death of the person. Cultural perspectives and ethical issues 

in the end-of-life phase of care were highlighted.

SUMMARY

 Additional resources 

Queensland Health Clinical Guidelines  

https://www.health.qld.gov.au/clinical-

practice/guidelines-procedures/patient-

safety/end-of-life/guidelines

Guide to informed decision making in 

healthcare – 2nd edition (Queensland 

Health Clinical Excellence Division, 2017) 

End-of-life care: Decision-making for 

withholding and withdrawing life-sustaining 

measures from adult patients  

-  Part 1: Legal Framework and Clinical   

   Considerations  

- Part 2: Ethical and Special considerations 

Euthanasia and Assisted Dying – QUT 

End of Life Law in Australia website                                                                   

https://end-of-life.qut.edu.au/

euthanasia#547411 

 Thinking point

Your personal values

Reflect upon the case examples:

• How would you feel if you were 
involved in their care? 

• Identify strategies you could use to 
approach these situations.

Mrs Li’s family do not want you to tell their 

mother that she has cancer because they 

are concerned she will become depressed; 

‘Please don’t tell my mother she has cancer.’

Michelle develops a chest infection in 

her end-of-life phase of care. She has an 

advance care plan that states she does 

not want life-sustaining antibiotics or 

resuscitation in this phase of care. Her 

family are frustrated ‘nothing’ is being done; 

‘Isn’t there something else we can do for 

Michelle?’  

Amy is drowsy, and is coughing a lot when 

her mother Mei tries to feed her some soup. 

Mei has been bringing meals in to Amy for 

the last year. She is very upset that Amy 

can’t eat the soup she has prepared;

‘I need to bring soup in for her. Amy always eats 

the sop I prepare….’

Bob is overwhelmed by his life-limiting 

illness and asks you; 

‘I have had enough, isn’t there a pill you can give 

me to make this all stop?’ 
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Resources

Review the following video from Dr Charlie Corke explaining why it so 
important to discuss advance care planning with people before they are 
unable to make their own decisions about their goals for care. 

https://www.youtube.com/watch?v=LwxDIQubNhE&t=2s
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At the completion of this session, you should be able to:

• Outline the legal and organisational requirements after a person dies

• Demonstrate care of the person after death which reflects respect and is 
culturally appropriate.

TOPIC 6 SESSION 3  
6.3 After-death care 

 Additional resources 

Guidance Note for the ‘Verification of 

Death’ (Department of Health Victoria, 2010) 

https://www2.health.vic.gov.au/about/

publications/policiesandguidelines/

verification-death

‘The death of a patient is not an 
emergency. Nothing must be done 

immediately’

(Palliative Care NSW).

How will you know when death has occurred?

• The person cannot be woken up

• They have no pulse

• They are not breathing

• Eyelids and mouth may be open slightly

• Muscles of the body relax (occasional 
release of bowel or bladder content)

(Palliative Care Australia, 2014).

Verification of death

The medical officer is legally responsible for 

determining the cause of death and signing the 

death certificate - Medical Certificate of Cause 

of Death (Department of Health Victoria, 2010).

In rural and remote areas, the registered 

nurse, registered midwife, or paramedic may 

be responsible for certifying the death.  Some 

institutions require two nurses to certify death.  

Nurses must know their legal responsibilities as 

defined by their state/organisation policies and 

Nursing Midwifery Board of Australia (NMBA). 

(Clarke et al., 2016).

Clinical assessment to make a verification of 

death requires:

• No palpable carotid pulse

• No audible heartbeat for two minutes

• No respirations for two minutes

• Fixed an dilated pupils (no response to light)

• No response to centralized stimulus or 
painful stimulus

• Optionally – ECG strip that shows no 
rhythm. 

(Department of Health Victoria, 2010).

The funeral director can only take the deceased 

into their care once they have documentation 

that confirms the death.  
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Notification of death Role of the Coroner – Autopsy

Once the death has been legally certified there 

will be people to notify of the death:

In a hospice/aged care facility/hospital setting 

there will be:

• The family (if they were not present at the 

death)

• The funeral director (as per the families 

wishes)

• Any other contacts that the family may 

have requested from a cultural and spiritual 

perspective (eg, pastor, priests, Rabbi, 

Ulema).

In a home care setting there will be:

• The doctor or palliative care nurse who will 

verify the death

• The family (if they were not present at the 

death)

• The funeral director (as per the families 

wishes)

• Any other contacts that the family may 

have requested from a cultural and spiritual 

perspective (eg, pastor, priests,  Rabbi, 

Ulema)

(Australian Government Department of Human Services, 

2017; Clarke et al., 2016)

The Australian Government Human Services 

Department provides a comprehensive  ‘Who to 

notify Checklist’ for families, carers or friends of 

the deceased person. 

https://www.servicesaustralia.gov.au/sites/default/files/

who-to-notify-checklist.pdf

An expected death is not an emergency and does 

not require a coroner or autopsy.  An autopsy 

is the examination of the body after death by a 

pathologist to determine the cause of death. It is 

mandated in situations where a reportable death 

has occurred. Reportable deaths are defined by 

the state Coroners Act and include, but are not 

limited to:

• A violent death

• An unexpected death where the cause of 
death is unknown

• If the person was held in care or custody 
immediately before they died

• If a doctor is unable to sign the death 
certificate

• If the death has occurred during an 
anaesthetic.

(Staunton & Chiarella, 2015).

A reportable death will necessitate an autopsy.  

For an autopsy to be performed in other 

situations, families must give consent.  The 

funeral director will need to know if an autopsy 

needs to be performed (Clarke et al., 2016).

Exceptions to the autopsy rule in 

the palliative context

Hospital autopsies and tissue sampling after 

death may be performed for non-coronial cases 

to confirm the extent of an illness or disease. 

This can assist with understanding the cause of 

death. Understanding a rare disease process, 

or why the death occurred more suddenly than 

expected from the primary disease, may be 

important to understand for both families and 

medical teams. 

Discussions around the issues of autopsy should 

be documented in the medical record. Some 

family may also give consent for their loved one’s 

tumour (eg, brainstem glioma) or a specific organ 

(eg, brain) to be donated for research purposes 

(CareSearch, 2017j; Children’s Health Queensland 

Hospital and Health Service Paediatric Palliative Care 

Service, 2014).
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Print

Care after death in hospital form
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                                  NO WRITING Page 1 of 1

Caring for a deceased person is one part of the overall continuum of care given to patients and those close to 
them at the end of life. At all times dignity and respect of the deceased person should be maintained. 

Place �  in appropriate response 

Yes No N/A

Cause of Death PD2015_040) 

death

Notify Nursing Unit Manager or designated ‘in charge’  in business hours; after hours notify designated 
‘in-charge’ of ward and after hours Operational Nurse Manager (ONM) 

Arrangements are in place to complete all legal documents e.g. 

Post mortem tissue donation considered and discussed with the family / carer

Support services contacted as needed and/or requested by family/carer e.g. social worker, pastoral care or 
chaplain support. This may include patient’s personal pastoral supports

Care of the body   
Discussed with relatives any cultural and/or spiritual/religious rites that are in line with deceased patient’s 
wishes before handling the body

Procedures for laying out the body followed (as per LHD policy)

The appropriateness of offering the family/carer to participate in care after death is considered

Standard precautions and LHD infection control policy and procedures are adhered to  

The family have been offered time to be with the deceased on the ward as long as they wish prior to 
transportation to the mortuary (as per LHD policy)

Communication 
Arrange mortuary viewing and contact Funeral Director or Social Worker (if available)

Family aware that cardiac devices (ICDs) or pacemaker must be removed prior to cremation (as per LHD policy)

Post mortem discussed if appropriate

Valuables returned to the family/carer (as per LHD policy) 

Family/carer provided with bereavement and local support services information 

Family/carer provided with hospital contact information for questions that may arise around the patient’s 
care at a later date 

 Name of nurse completing this page 

Print name: _______________________________________  Signature: ________________________________________  

Designation: ____________________________________________________   Date: _____/_____/_____  Time: ____ : ____

you to show dignity and respect to someone you have cared for. However, it can be challenging or distressing due to the 
very personal nature of grief. Whilst this is natural, it is important to acknowledge your concerns and experiences with 
your colleagues or contact your Employees Assistance Program (EAP).
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 Additional resources 

Care after death in hospital

NSW Health have a training document 

for Care After Death in Hospital.  This 

document is used to support staff 

confidence in ensuring care of the deceased 

can be managed professionally.  

https://www.cec.health.nsw.gov.au/__data/

assets/pdf_file/0004/359347/NH700139-

Care-After-Death-Adult.pdf

 Teacher notes

Local policy and procedure documents will 
guide specific activities related to post-
mortem care. Ensure you have accessed 
local clinical guidelines or policies from the 
student’s future potential placement areas 
to facilitate their understanding of what 
these guidelines and policies would look 
like.

Care of the person after death 
(Post – mortem 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. Tasks such as laying the 

deceased flat and washing and dressing the body 

and preparing the room for viewing can be done 

with families and carers or by the healthcare 

professionals. It is important to remember to 

allow caregivers or family member’s respectful 

space and time with the deceased person (Clarke 

et al., 2016).  If the family have already chosen a 

funeral director, it is best practice 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 (Wilson & White, 2015).
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 Activity

Enrolled Nurse responsibilities

As an EN what are your role and 

responsibilities when an expected death 

occurs in a care facility?

• Identify the person who is deceased

• Report to the team and seek 
Certification of death

• Support family and friends of deceased 
person

• Perform post mortem cares as per 
hospital policy

• Document cares provided in patient 
chart.

ANSWER: All of the Above. 

All of those skills align with Standard 1, 2, 3, 

5, and 7 of the EN Standards for Practice.

Safe Practice

You need to adhere to universal standard 

precautions and manual handling 

requirements when performing post 

mortem cares.  View the resources you need 

for each scenario below.

RESOURCES – GLOVES, APRON, 
GOGGLES, EXTRA TEAM MEMBER

• Washing the body                                   
Answer = gloves and apron, extra team 
member

• Removing an indwelling catheter (IDC). 
Answer = goggles, gloves and apron

• Removing a subcutaneous cannula 
and disposing of the line and syringe. 
Answer = goggles, gloves and apron. 
Refer to local policy for procedure to 
document and dispose of remaining S8 
medications in syringe

• Placing the person in a body bag  
Answer = goggles, gloves, apron, extra 
team member.

For all these activities, ensure the bed is 

placed at the correct height and appropriate 

manual handling aids (eg, pat slide, slide 

sheet) are used.

Prior to, and at the time of death, families 
may want to carry out cultural or religious 
ceremonies or rituals. This may include family 
members bathing and dressing the person, 
prayer or lighting of candles (Kobler, Limbo, & 

Kavanaugh, 2007). In some Indigenous Australian 
groups, it is forbidden to mention the name of an 
Indigenous person who has died. Speaking about 
dying is also considered taboo. In the Maori 
culture, the body is not left alone at any time 
before burial (Aboriginal and Torres Strait Islander 

Health Branch, 2011; Loddon Mallee regional palliative 

care consortium, 2011). 

The meaning of grief, what is grieved for and the 
way people grieve varies among individuals and 
within cultures. People express grief differently. 
People from some cultures may display their 
grief openly and even publically by crying and 
wailing, where people from other cultures 
may remain calm and appear stoic (Shahid et al., 

2013; Wiener et al., 2013).  Acceptance by health 
professionals and care staff of cultural difference 
and practices occurs through education, 
communicating directly with people and their 
family, and recognising and respecting their 
person beliefs surrounding customs, rituals and 
preferences (Halm, Evans, Wittenberg, & Wilgus, 

2012).

Resources:

Sad news sorry business 

https://www.health.qld.gov.au/__data/assets/
pdf_file/0023/151736/sorry_business.pdf

An Outline of Different Cultural Beliefs at the 
Time of Death 

http://lmrpcc.org.au/admin/wp-content/
uploads/2011/07/Customs-Beliefs-Death-
Dying.pdf

Cultural perspectives
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 Transcript  

Amy’s story - Support for Amy’s family at the end-of-life   

(1min 18sec)

Mei: *Chinese* Amy, my Amy, Amy…Amy, wake up Amy, wake 
up, don’t leave me, I don’t want you to leave.

Doctor: Eric, I need to go and see a few people now. Please 
take as much time as you want and let the staff know if there 
is anything that we can do

Eric: Thank you Romano

Nurse: Hi Dr Sayer what’s happened?

Doctor: Amy’s passed away this morning

Nurse: Who’s in there now? And why are they being so loud?

Doctor: It’s Amy’s family, friends and community. Think about 
the people you’ve seen grieving, have they all grieved in the 
same way?

Nurse: No, they haven’t

Doctor: And just like everyone else who grieves, they are 
persons and they grieving in their own way.
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 Video

Amys story - Support for Amy’s family at 

end-of-life (1min 18sec)

https://www.youtube.com/watch?v=-

dM1Q3vC6SQ&list=PLnpkhbKx-

6fUOXWncM6QSMc-rg1UagAjf

Amy died this morning with Mei, Erik and 

Samantha by her bedside.

 Thinking point

Support for Amy’s family at end-of-life

Describe how you can show dignity and 
respect for Amy and her family at this time.

Consider the following responses:

• Supporting their wishes (cultural and 
spiritual expectations) in regards to the 
care of Amy now that she has died

• Offering for them to participate in the 
care required to prepare Amy’s body for 
the funeral director 

• Calling the funeral director and notifying 
them if the family ask you do this

• Listening to the family as they tell stories 
about Amy and her life

• Leaving them in silence and peace with 
Amy if that is their choice

• Ensuring that you support, listen and work 
with Amy’s family as they require you to 
will show the dignity and respect that they 
require while experiencing a major loss 
from their family.

(Clarke et al., 2016; Palliative Care Expert Group, 

2016b)

What might be some of the reasons that 
Dr Sayer would use the term ‘passed away’ 
rather than died?

Consider the following responses:

• Death infers that the person’s body and 
soul is dead.  ‘Passed away’ indicates that 
the body is dead however that the soul 
has ‘passed’ into the next realm which 
supports many religious faiths who 
believe this

• It is difficult to communicate a death 
message for health professionals as the 
family will experience grief and to give 
that news to a person is difficult.  The 
doctor may find it easier to say ‘passed 
away’.

 Teacher notes

In a group session, undertake a website 

search for the question, ‘why we say passed 

away instead of died?’.  

Discuss the results in the group.
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 Thinking point

Self-care

Consider if you were the nurse caring for Amy and her family on the day she died. How would you 

ensure positive coping and stay healthy, mentally and physically?

HINT: Consider physical, social and inner self-care strategies (Mills, Wand, & Fraser, 2017):

Working with dying people, their families and carers, can be both satisfying and stressful.  Grief 

is a common experience for nurses confronted with death and loss daily.  Stress and burnout 

are significant issues for the nursing profession. It has been reported that quality of care, client 

satisfaction, absenteeism and staff retention are all affected if nurses do not manage their work/

lifestyle balance (Clarke et al., 2016).

Self-care

Domains of self-care strategies Examples of self-care strategies

Physical self-care strategies

• Jogging

• Hydrotherapy

• Yoga

Social self-care strategies

• Group debrief

• Clinical supervision with colleagues

• Spending time with friends or family

Inner self-care strategies

• Meditation

• Mindfulness

• Spiritual practice

• Access the Employee Assistance Program at your organisation.

• Access external resources such as Nursing & Midwife Support. This 24/7 telephone and 
online support service provides advice and referral on physical and emotional health issues 
for Australia’s nurses, midwives and nursing and midwifery students.  Phone 1800 667 877.  
https://www.nmsupport.org.au/ (Turning Point & Nursing and Midwifery Board of Australia 
(NMBA) initiative, 2017)

SUMMARY

In this session, we reviewed the legal and organisational requirements after a person dies.  Amy’s 

story provided insight to cultural and spiritual perspectives of death. 
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Resources

View the following websites to learn more about providing care after-
death:

Marie Curie

Care and support through terminal illness

https://www.mariecurie.org.uk/professionals/palliative-care-knowledge-zone/final-
days/care-after-death

Paediatric Palliative Care

Palliative Care Australia (PCA) has collaborated with the Paediatric Palliative Care 
Australia and New Zealand Corporation to update and develop resources to support 
people needing and providing paediatric palliative care.

https://palliativecare.org.au/carer-resources/bereavement/
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At the completion of this session, you should be able to:

• Describe resources available to support individuals and families requiring grief 
and bereavement support.

TOPIC 6 SESSION 4  
6.4 Bereavement  

Bereavement

The experience for a caregiver does not end 

when the person he or she is caring for dies. This 

is a time of major transition and adjustment for 

the bereaved person. In the period following 

death, the caregivers may need social and 

psychological support.

The role of palliative care at this time is to:

• Offer a support system to help the family 
cope

• Use a team approach to address the needs 
of family and carers, including bereavement 
counselling, if indicated

(World Health Organisation, 2017).

The experience of bereavement

Grief is how bereavement affects us personally. 

Most people experience fluctuating reactions 

for a period of time while others can develop an 

intense and prolonged grief response. Culture 

plays a major role in the expression of grief. 

Even when expected, the death of someone you 

care for will change things forever. Each person 

reacts differently to the loss (CareSearch, 2017c).

Review these resources from CareSearch on 

grief and loss 

https://www.caresearch.com.au/Portals/20/

Documents/Factsheet/CareSearch_FactSheet_

Grief-and-Loss.pdf

The expression of grief is an individual 

experience and can vary widely from person to 

person. No one can tell others how they ‘should’ 

be grieving. Common expressions of grief are 

varied and can include: 

Emotional

• Depression

• Anxiety

• Guilt

• Anger

• Loneliness

• Loss of pleasure

• Shock and numbness.

Cognitive

• Thinking all the time about the person 

• A sense that the dead person is still about

• Denial

• Hopelessness.

Behavioural

• Over or under activity

• Social withdrawal

• Agitation.

Physical feelings

• Loss of appetite

• Sleep disturbances

• Tiredness.

Physiological

• Susceptibility to illness.

(CareSearch, 2017c; Stroebe, Schut, & Stroebe, 2007)
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 Activity

The experience of Amy’s family

Identify the factors that might affect how 

Amy’s family copes with her death.

Consider:

Situational: Experience of caring for Amy 

over a long period of time with chronic 

illness, circumstances around Amy’s death

Individual: Impending birth of Amy’s 

grandchild, past history of psychiatric 

illness, depression, alcohol or drug abuse, 

eating disorders; gender (females more at 

risk), religious beliefs, low self-esteem

Interpersonal: Relationship and closeness to 

Amy, level of social and emotional supports, 

role changes now they are not acting in a 

caregiver capacity.

For most people, the feelings of loss and grief 

will wane over time. However, for some, there is 

the potential for negative effects on the physical 

and mental health of the bereaved that can last 

for some time.

As a healthcare professional caring for the 

dying, you will be involved in the provision of 

bereavement support to grieving relatives. 

Identifying risk factors is an integral part of 

this process. It is important to seek guidance, if 

necessary, from an experienced member of the 

multidisciplinary team to ensure that optimal 

bereavement support is provided.

A proportion of people who grieve may develop 

complex grief.

Risk factors for complicated bereavement may 

include:

SITUATIONAL FACTORS – sudden death, 

death of a child, traumatic death, preventable 

death, overly prolonged dying, absence of a body

INDIVIDUAL FACTORS - past 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.

Some people may be extremely resilient, even 

when they have multiple risk factors that 

would suggest possible vulnerability, and so 

assessment should be individualised (CareSearch, 

2017f).

Bereavement risk factors
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 Activity

Supporting Amy’s family

What resources are available within your 

community to help Amy’s family during their 

bereavement? 

These may be formal and informal.

HINT: Access the CareSearch website and 

review the Tools and Resources (Patients) 

tab on the Following up the Bereaved 

webpage 

CareSearch

Complicated (sometimes referred to as 

prolonged grief) is chronic, debilitating and has 

been linked to excess medical morbidity and 

suicidality (Latham & Prigerson, 2004; Prigerson et al., 

2009).

Symptoms of complicated bereavement may 

include:

• Intense yearning for the deceased

• Feelings of purposelessness and futility

• Numbness, detachment, or absence of 
emotional response to other aspects of life

• Distressing intrusive images or memories 
about the death, often related to the 
circumstances of death (indicative of a 
posttraumatic stress response)

• Excessive guilt and remorse, especially 
relating to events surrounding the death or 
the deceased

• Sense of life being empty or meaningless 
without the deceased

• Excessive irritability, bitterness or anger

(Palliative Care Expert Group, 2016b).

If you suspect a person is showing signs of 

complicated grief, it is important to refer them 

to a specialist bereavement counsellor or mental 

health clinician.

Most people do not require specialist 

counselling. For those people who experience 

normal grief reactions reassurance, 

acknowledgement of their losses and access to 

information may be all that is required.

Where complicated bereavement occurs 

there are a number of options for referral for 

individualised support:

• Specialist bereavement counsellors

• Palliative care services usually offer 
bereavement follow up to their clients, often 
based on a risk assessment, and may accept 
referrals from other sources

• Other mental health professionals with 
appropriate skills and expertise.

(CareSearch, 2017c).

The experience of  
complicated bereavement

Supporting the bereaved
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SUMMARY

In this session, we considered the experience of bereavement from the carer/family perspective. We 

explored the role of the EN in supporting families and identified resources available for carers and 

families requiring grief and bereavement support.
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Resources

View the following resources for the bereaved:

Palliative Care Australia

Understanding grief

http://palliativecare.org.au/resources/understanding-grief/

Australian Centre for Grief and Bereavement 

Publications and Resources

http://www.grief.org.au

Beyond Blue

Grief and Loss

https://www.beyondblue.org.au/the-facts/grief-and-loss

Cancer Council Australia

Understanding Grief: A guide for family and friends when someone has died from cancer

https://www.cancer.org.au/assets/pdf/understanding-grief-booklet

Royal Children’s Hospital, Melbourne

Bereavement information about the death of a child

http://www.rch.org.au/rch_palliative/for_health_professionals/Bereavement/

Dementia Australia

Coping after the death of someone with dementia

https://www.dementia.org.au
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