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My Toolkit

Dying, a normal part of life
Patient-Centred Communication and Shared Decision-Making
Recognising the End of Life
Planning End-of-Life Care – Goals of Care
Teams and Continuity for the Patient
Responding to Concerns
Emergency Department End-of-Life Care
Paediatric End-of-Life Care
Chronic Complex Illness End-of-Life Care
Imminent Death – How to Respond
States of Mind at the End of Life
End-of-Life Care for Diverse Communities
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My Toolkit
Checklist
Dying, a normal part of life

Do you have a patient who has not yet started a discussion about their end-of-life care
or their future? Be proactive: start a dialogue. Even if this dialogue is that a discussion
needs to happen soon. Provide some ideas for them to think about in formulating
their preferences for care.
Read this information from Advance Care Planning Australia: How to start a
conversation https://www.advancecareplanning.org.au/for-family-friends-carers/howdo-i-start-the-conversation
Make a training request via your supervisor, or via your organisation’s training
manager for specific workplace training on end-of-life care.
Add end-of-life issues to your team meeting agenda. Share a couple of points that
you learnt from the End-of-Life Essentials Education Modules with your colleagues.
Tell your colleagues about the End-of-Life Essentials Education Modules and Toolkit.
Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person
in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/audit-toolkit-home/

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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My Toolkit
Resources
Dying, a normal part of life

The Australian Commission on Safety and Quality in Health Care (ACSQHC) on End-of-Life
Care, Part A – Processes of Care Sections:
• Patient-centred communication and shared decision-making
• Teamwork and coordination of care
• Components of care
• Use of triggers to recognise patients approaching the end of life
• Response to concerns
https://www.safetyandquality.gov.au/publications/national-consensus-statement-essentialelements-for-safe-high-quality-end-of-life-care/
The Australian Commission on Safety and Quality in Health Care (ACSQHC) on End-of-Life
Care, Part B – Organisational Prerequisites:
• Leadership and governance
• Education and training
• Supervision and support for interdisciplinary team members
• Evaluation, audit and feedback
• Systems to support high-quality care
https://www.safetyandquality.gov.au/publications/national-consensus-statement-essentialelements-for-safe-high-quality-end-of-life-care/
Palliative Care Australia National Palliative Care Standards
The Australian Commission on Safety and Quality in HealthCare Fact Sheets:
• End-of-life care - clinical basics
• End-of-life care - planning
• End-of-life care - last days of life

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.

Resources
Dying, a normal part of life

The Australian Commission on Safety and Quality in HealthCare: National Safety and Quality
Health Service (NSQHS) Standards
End-of-Life Essentials: Glossary of terms
CareSearch: Dying2Learn online course
End-of-Life Essentials: Able versus Novice: Which one are You?

Videos, Blogs and Podcasts
A TED Talk by Peter Saul: Let’s talk about Dying (13 mins, 13 sec)
Palliative Care Victoria, Associate Professor Brian Le, Communication at the end of life

Further Reading
Waller A, Dodd N, Tattersall MHN, Nair B, Sanson-Fisher R. Improving hospital-based end
of life care processes and outcomes: a systematic review of research output, quality and
effectiveness. BMC Palliat Care. 2017 May 19;16(1):34. doi: 10.1186/s12904-017-0204-1
Masso, M., Samsa, P. & Grootemaat, P. (2016). Rapid review of the literature to inform the
development of quality and safety indicators for end-of-life care in acute hospitals. ACSQHC,
Sydney. Available from: https://www.safetyandquality.gov.au/our-work/end-of-life-care-inacute-hospitals/tools-and-resources-for-health-services/
Virdun C, Luckett T, Lorenz K, Davidson PM. Hospital patients' perspectives on what is
essential to enable optimal palliative care: A qualitative study. Palliat Med. 2020
Dec;34(10):1402-1415. doi: 10.1177/0269216315583032. Epub 2020 Aug 28.
Stansfeld, S. A., Shipley, M. J., Head, J., Fuhrer, R., & Kivimaki, M. (2013). Work characteristics
and personal social support as determinants of subjective well-being. PLoS One, 8(11),
e81115. doi: 10.1371/journal.pone.0081115
MacKenzie AR, Lasota M. Bringing life to death: the need for honest, compassionate, and
effective end-of-life coversations. Am Soc Clin Oncol Educ Book. 2020 Mar;40:1-9. doi:10.1200/
EDBK_279767
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My Toolkit
Checklist
Patient-Centred Communication and
Shared Decision-Making

Have you had an end-of-life care talk within your own family? Is there a family
member approaching the end of life, are you the best placed person to start this
discussion? What are the barriers to starting a dialogue about your family member’s
end-of-life care preferences? How might they be overcome?
Have you discussed your own wishes for end-of-life care or appointed someone to
make decisions in the event that you are no longer able to communicate them? Take
some time to think about what would be important to you personally and who you
think is best placed to communicate those preferences.
Remember to introduce yourself to each new patient and any family members. Hello,
my name is…Campaign www.hellomynameis.org.uk
Tell a colleague or student about the “Hello My Name Is” Project to promote
awareness of the importance of patient-centred care www.hellomynameis.org.uk
Think of one question from a patient approaching the end of life that you found
difficult to respond to. Imagine you are being asked this question again now. How
would you answer that question now based on what you have learnt from the End-oflife Essentials Modules? Ask a colleague what they would have said in that situation.
Talk about their suggested response.
Think of one question from a family member or carer of a patient at the end of life
that you found difficult to respond to. Imagine you are being asked this question
again now. How would you answer that question now based on what you have learnt
from the End-of-life Essentials Modules? Ask a colleague what they would have said
in that situation. Talk about their suggested response.

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Checklist

Patient-Centred Communication and
Shared Decision-Making

Request training on communicating with patients and their families. A training
program with role plays will allow you to practice your communication skills in a
safe environment.
Ask your patient: What is the most important thing I should know about you?
When relaying new information to a patient, give them time to think and respond.
Talk to the patient about whether the new information impacts on their wishes or
preferences.

When a patient is non-verbal or has limited capacity for speech, check if they have
any communication aids. Ensure that your team knows that they need to make sure
these are in place before they communicate with the patient.
Reflect on what conditions are needed to ensure that your patient has the best
opportunity for engaging with you and other members of the team. Think about
how to improve communication. Check if others in the team have been successfully
communicating with the person. Have they got their hearing aid in? Do they need
glasses if you are going to provide them with some written information? Is this
the time of day when they are most alert? Are they adequately hydrated and fed?
Ask if they are more comfortable if a family member or carer is there.
Ask open ended questions: How is your treatment affecting you and your family?
Use “other people” framing so that patients or family members know it is OK to be
scared, concerned, or confused. For example, “Other people with conditions like yours
sometimes worry about things that may or may not happen in the future, so I just
wanted to check in with you. What concerns you most?”
When talking to a patient by the bedside, sit down so that your face is as much on
the same level as the patient as possible. Standing over someone can be intimidating.
Sitting down signals that you are taking time to address their concerns and
that you are approachable. Be aware of the cultural appropriateness of eye contact
and proximity.
Practice active listening, and feedback to check your understanding. You can do this
with a patient, a patient’s family member or a colleague.

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Checklist

Patient-Centred Communication and
Shared Decision-Making

Consider printing the following and placing them in the tea room as a reminder of
some communication responses:
• Responding to emotional cues: The NURSES mnemonic:
https://training.caresearch.com.au/files/file/EoLEss/NURSE.pdf
• Exploring the patient’s concerns about their end of life preferences / care:
https://training.caresearch.com.au/files/file/EoLEss/ask-tell-ask.pdf
Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person
in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/audit-toolkit-home/
Are you respectful of patients who do not wish to discuss their future with you?

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.
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My Toolkit
Resources
Patient-Centred Communication
and Shared Decision-Making

Palliative Care Network of Wisconsin, Fast Facts #17, Patient-centred interviewing
Australian and New Zealand Intensive Care Society (ANZICS), 2014, Recommended
language for communicating end-of-life care concepts
VITAL talk, Talking about dying: quick guide
Australian and New Zealand Intensive Care Society, 2014: ANZICS Statement on Care
and Decision-Making at the End of Life for the Critically Ill
The Family Meeting, Fast Facts, Palliative Care Network of Wisconsin:
• Part 1: Preparing for the meeting
• Part 2: Starting the conversation
• Part 3: Responding to emotion
• Part 4: Causes of Conflict
• Part 5: Helping surrogates make decisions
• Part 6: Goal Setting and Future Planning
SPIKES: A six step protocol for delivering bad news
End-of-Life Essentials: Exploring the patient’s concerns about their end of life preferences / care
End-of-Life Essentials: Responding to emotional cues: The NURSES mnemonic
CareSearch, Communication: Key points
End-of-Life Essentials: Glossary of terms

End-of-Life Essentials Able versus Novice: Which one are You?

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Resources

Patient-Centred Communication and
Shared Decision-Making

Videos, Blogs and Podcasts
CareSearch Blog: Mary Patetsos: Providing person and family-centred palliative care for a
culturally diverse Australia
CareSearch Blog: Kim Devery: Learning and vulnerability in end-of-life communication

From The Palliative Care Bridge: A/Prof Richard Chye: Medical decision-making and the
ethics behind it

Further Reading
Moore PM, Rivera S, Bravo-Soto GA, Olivares C, Lawrie TA. Communication skills training for
healthcare professionals working with people who have cancer. Cochrane Database Syst Rev.
2018 Jul 24;7:CD003751. doi: 10.1002/14651858.CD003751.pub4
Brooke J, Ojo O. Elements of a sustainable, competent, and empathetic workforce to support
patients with dementia during an acute hospital stay: A comprehensive literature review.
Int J Health Plann Manage. 2018 Jan;33(1):e10-e25. doi: 10.1002/hpm.2448
Vanderhaeghen B, Van Beek K, De Pril M, Bossuyt I, Menten J, Rober P. What do hospitalists
experience as barriers and helpful factors for having ACP conversations? A systematic
qualitative evidence synthesis. Perspect Public Health. 2018 Jul 1:1757913918786524. doi:
10.1177/1757913918786524
Bennett F, O'Conner-Von S. Communication Interventions to Improve Goal-Concordant Care
of Seriously Ill Patients: An Integrative Review. J Hosp Palliat Nurs. 2020 Feb;22(1):40-48. doi:
10.1097/NJH.0000000000000606
Nagelschmidt K, Leppin N, Seifart C, Rief W, von Blanckenburg P. Systematic mixed-method
review of barriers to end-of-life communication in the family context. BMJ Support Palliat
Care. 2020 Aug 27:bmjspcare-2020-002219. doi: 10.1136/bmjspcare-2020-002219. [Epub
ahead of print]
Baik D, Cho H, Masterson Creber RM. Examining interventions designed to support shared
decision making and subsequent patient outcomes in palliative care: A systematic review of
the literature. Am J Hosp Palliat Care. 2018 Jan 1:1049909118783688.
doi: 10.1177/1049909118783688. [Epub ahead of print]
Scholz B, Goncharov L, Emmerich N, Lu VN, Chapman M, Clark SJ, Wilson T, Slade D, Mitchell
I. Clinicians' accounts of communication with patients in end-of-life care contexts: A
systematic review. Patient Educ Couns. 2020 Oct;103(10):1913-1921. doi: 10.1016/
j.pec.2020.06.033.

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Resources

Patient-Centred Communication and
Shared Decision-Making

Pel-Littel RE, Snaterse M, Teppich NM, Buurman BM, van Etten-Jamaludin FS, van Weert JCM,
Minkman MM, Scholte Op Reimer WJM. Barriers and facilitators for shared decision making
in older patients with multiple chronic conditions: a systematic review. BMC Geriatr. 2021
Feb 6;21(1):112. doi: 10.1186/s12877-021-02050-y.
Noorlandt HW, Echteld MA, Tuffrey-Wijne I, Festen DAM, Vrijmoeth C, van der Heide A,
Korfage IJ. Shared decision-making with people with intellectual disabilities in the last phase
of life: A scoping review. Journal of Intellectual Disability Research. 2020 Sept;64:881– 894.
doi: /10.1111/jir.12774.
Spencer E, Waran E. Opening the lines of communication: towards shared decision making
and improved end-of-life care in the Top End. MJA. 2020;213(1):10-11.e1. doi: 10.5694/
mja2.50656
Bloomer MJ, Ranse K, Butler A, Brooks L. A national Position Statement on adult end-of-life
care in critical care. Aust Crit Care. 2021 Aug. Epub ahead of print. doi: https://
doi.org/10.1016/j.aucc.2021.06.006
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My Toolkit
Checklist
Recognising the End of Life

Think about all the patients in your care today. Ask yourself the ‘surprise’ question
about each patient. The ‘surprise’ question: Would you be surprised if this patient
dies within the next few months/weeks/days? Is it time to initiate a conversation
about end-of-life care? How do you raise this within your team?
Recognise the next time a patient uses one of the end-of-life triggers. If the patient
wishes, start a conversation about their concerns and preferences. Use active listening
and empathy but be honest. Do not provide false hope and don’t shy away from
using the word ‘dying. Make sure patients’ preferences are recorded and shared with
other team members.
Use SPICT (Supportive and Palliative Care Indicators Tool) to identify patients at risk of
deteriorating and dying: https://www.spict.org.uk/
Check your patient is still happy with their care plan. Let them know they can revisit
this. A trigger for this might be: them raising questions about an aspect of their care,
a deterioration in their condition, new symptoms, or when they transition to the
terminal phase.
The Northern Adelaide Local Health Network have ‘An example care plan for the Last
Days of Life’ https://training.caresearch.com.au/files/file/EOLC_plan_2016.pdf
Do you have a similar plan? Consider discussing this among the team.

Consider printing this and placing it in the tea room as a reminder of some
communication strategies: End-of-Life Essentials: Creating Conversations:
https://www.endoflifeessentials.com.au/Portals/14/document/resources/
Creating-Conversations.pdf

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.

Checklist

Recognising the End of Life

Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person
in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/audit-toolkit-home/
For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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My Toolkit
Resources
Recognising the End of Life

Palliative Care Network of Wisconsin:
Fast Facts #235 Prognostic Models in Critically Ill Adults (ICU)
Fast Facts #253 Palliative Care Consultation in the ICU
From Palliative & End of Life care, A Blueprint for improvement:
• Early recognition of approaching end of life
• Quality care during the last days of life
Professor Hal Swerissen Visiting Fellow, Grattan Institute, Dying in Australia. Deeble Institute
Workshop: End of Life Care 13 April 2016
End-of-Life Essentials: Creating Conversations
From the University of Edinburgh, the SPICT tool
From SA Health: Pharmacological Management of symptoms for adults in the last days of life
From Northern Adelaide Local Health Network: An example care plan for the Last Days of Life
From Queensland University of Technology: End-of-Life Law Australia: Palliative Medication
End-of-Life Essentials: Glossary of terms

End-of-Life Essentials Able versus Novice: Which one are You?

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.

Resources
Recognising the End of Life

CareSearch: Assessing the Dying Patient
CareSearch: End-of-Life Symptoms
CareSearch: Recognising Last Year of Life

Videos, Blogs and Podcasts
CareSearch Blog: Paul Tait: Five quick tips for prescribing medicines in the last days of life
CareSearch Blog: Maite Uribe: Caring for dying patients in an acute hospital setting, three tips
for getting it right
CareSearch Blog: Kim Devery: Learning how to recognise end of life

The first episode of the RACP’s CPD podcast Pomegranate, explores the challenges doctors
face in end-of-life decision making. Made by, and for, physicians, the peer-reviewed program
features Fellows from across specialities and divisions speaking on issues that matter to them.

Further Reading
Chen CH, Kuo SC, Tang ST. Current status of accurate prognostic awareness in advanced/
terminally ill cancer patients: Systematic review and meta-regression analysis. Palliat Med.
2017 May;31(5):406-418. doi: 10.1177/0269216316663976 Epub 2016 Aug 4
Reid VL, McDonald R, Nwosu AC, Mason SR, Probert C, Ellershaw JE, Coyle S. A systematically
structured review of biomarkers of dying in cancer patients in the last months of life; An
exploration of the biology of dying. PLoS One. 2017 Apr 6;12(4):e0175123. eCollection 2017.
Cardona M, Stehlik P, Fawzy P, Byambasuren O, Anderson J, Clark J, Sun S, Scott I.
Effectiveness and sustainability of deprescribing for hospitalized older patients near end of
life: a systematic review. Expert Opin Drug Saf. 2021 Jan;20(1):81-91. doi:
10.1080/14740338.2021.1853704. Epub 2020 Dec 21.
Cohen-Mansfield J, Skornick-Bouchbinder M, Brill S. Trajectories of End of Life: A Systematic
Review. J Gerontol B Psychol Sci Soc Sci. 2018 Apr 16;73(4):564-572. doi: 10.1093/geronb/
gbx093.
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Resources
Recognising the End of Life

Kistler EA, Stevens E, Scott E, Philpotts LL, Greer JA, Greenwald JL. Triggered Palliative Care
Consults: A Systematic Review of Interventions for Hospitalized and Emergency Department
Patients. J Pain Symptom Manage. 2020 Feb 12:S0885-3924(20)30074-9. doi: 10.1016/
j.jpainsymman.2020.02.001.
Downar J, Goldman R, Pinto R, Englesakis M, Adhikari NK. The "surprise question" for
predicting death in seriously ill patients: a systematic review and meta-analysis. CMAJ. 2017
Apr 3;189(13):E484-E493. doi: 10.1503/cmaj.160775.
Sharpe KK, Noble C, Hiremagular B, Grealish L. Implementing an integrated pathway to care
for the dying: is your organisation ready? Int J Palliat Nurs. 2018 Feb 2;24(2):70-78. doi:
10.12968/ijpn.2018.24.2.70.
Bloomer MJ, Ranse K, Butler A, Brooks L. A national Position Statement on adult end-of-life
care in critical care. Aust Crit Care. 2021 Aug. Epub ahead of print. doi: https://
doi.org/10.1016/j.aucc.2021.06.006
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My Toolkit
Checklist
Planning End-of-Life Care – Goals of Care

Ask a patient if they would like to see a priest, minister, imam, rabbi or other. Discuss
how their spiritual beliefs might impact upon their care preferences or what happens
to them once they die. Remember the patient may not adhere to all aspects of their
reported faith – ask what is personally meaningful to them.
Support the wishes of patients, families and carers who want to include religious or
cultural practices into their care. This may include ceremonies, singing or particular
foods. Don’t be afraid to ask one of those present the significance of the ritual. Share
any cultural knowledge you gain with colleagues or students.
Check that a patient nearing the end of life has nominated someone to make
decisions when they can no longer do this themselves. Have they discussed their
wishes and preferences with that person? Are their wishes formalised in an Advance
Care Directive or a medical power of attorney? And, if so, does the treating team
have a copy?
Check if your patient has discussed death and dying with their family. Discuss
whether they have a current resuscitation plan in place.

Practice asking open questions. For example: I wish our treatments were more
effective, but we cannot cure your illness. If you did become more unwell, what
would be the most important things for you and your family?
Allow silences; give patients/their family members’ time to think and respond, rather
than react.
Use the REMAP tool: http://vitaltalk.org/guides/transitionsgoals-of-care/ is a talking
map that provides sign posts to support you through having a complex conversation
with a patient.

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.

Checklist

Planning End-of-Life Care – Goals of Care

Does your hospital assist with special parking permits for families who a revisiting
patients who are dying?
Tell a patient/family member about the My Values website (www.myvalues.org.au).
This can help patients and their families formulate what is important to include
in a care plan. It consists of statements to identify, think about and communicate
preferences regarding medical treatment. Access the web page yourself and
think about your own values regarding care if you became incapacitated.
If you are looking after a patient in the last few days of life, use a Care Plan for
the Last Days of Life. If you don’t have one NALHN has developed one
http:// training.caresearch.com.au/files/file/EOLC_plan_2016.pdf (developed by
Government of South Australia, SA Health).
Anticipating a conflict situation? Access the following guide to give you
some step by step suggestions on how to best defuse the situation:
http://vitaltalk.org/guides/conflicts/
Family meeting: Fact Facts and Concepts #223, Palliative Care Network of Wisconsin:
https://www.mypcnow.org/blank-u77fm provides an overview for running a family
meeting to discuss end-of-life care goals.
Take a few minutes to create a map of a patient’s close ties and family. This can be
the start of identifying a potential alternative decision-maker as well as identifying
who needs to be included in discussions about the patient’s care. Remember, ‘family’
is who the patient says it is. Notions of kinship may vary depending on the patient’s
cultural background. The closest person to a patient may be their spouse or same sex
partner, biological, adopted family or in-laws, close friends, neighbours, or someone
from their religious, ethnic or cultural community. The traditional ‘next of kin’ concept
may not be appropriate for all patients. Ask them who is important to them.
Can family stay overnight? If so, does the family/key person know that this is an
option? This is likely to be more important as the patient nears the end of life.

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.

18

19

Checklist

Planning End-of-Life Care – Goals of Care

Prepare families when the end of life is imminent. If families are not aware that their
family member is expected to die soon, they may miss the chance to say goodbye.
This can lead to feelings of regret and make the death harder to cope with. Are
there any written materials that you can provide? Some family members may want
to be there regularly throughout illness whereas others may wish to be less involved
but may still want the chance to say goodbye. Make sure it is clear to the family that
the patient is nearing the end.
Before a family meeting, ask your patient if there are any aspects of their care,
symptoms or condition that they would prefer to discuss in private (not in front of
family). Agree a time to do this with the patient. Manage the meeting to focus on
aspects of symptoms, care or treatment that the patient is comfortable being
discussed in a group setting/with family.

Cultural Competence
Consider learning more about cultural competence, Centre for Cultural Competence
Australia, training courses: https://www.ccca.com.au/
Find out more about cultural practices or beliefs about illness and death in relation
to an ethnic or religious group you have encountered in your professional practice
recently. Remember that not all groups are the same. If in doubt, you can always ask
the patient (or family member) about what is personally and culturally appropriate.
Patient centred behaviour when treating a patient for a culturally and linguistically
diverse background – i.e. If you need to use a translator to communicate with a
patient, ensure you look at the patient and listen to the translator rather than looking
at the interpreter. Maintain eye contact if culturally appropriate.

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
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Checklist

Planning End-of-Life Care – Goals of Care

These resources from Vital Talk may be useful to share with colleagues
• Transitions / Goals of Care using the REMAP tool: https://
www.vitaltalk.org/guides/transitionsgoals-of-care/
• Defusing Conflicts Moving the Conversation forward: https://
www.vitaltalk.org/guides/conflicts/

Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person
in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/our-work/end-life-care/end-life-care-audittoolkit

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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My Toolkit
Resources
Planning End-of-Life Care – Goals of Care

Thomas RL, Zubair MY, Hayes B, Ashby MA. Goals of care: a clinical framework for limitation
of medical treatment. Medical Journal of Australia. 2014 Oct; 201(8): 452-5.
Australian Centre for Health Research: Critical Conversations in Australian Centre for
Health Research, Conversations: Creating choice in end-of-life care

Palliative Care Network of Wisconsin
Fast Facts #216: Asking About Cultural Beliefs in Palliative Care
Fast Fact #226: Helping Surrogate Decision makers
The Family Meeting, Fast Facts, Palliative Care Network of Wisconsin:
• Part 1: Preparing for the meeting
• Part 2: Starting the conversation
• Part 3: Responding to emotion
• Part 4: Causes of Conflict
• Part 5: Helping surrogates make decisions
• Part 6: Goal Setting and Future Planning
From Illawarra Shoalhaven Local Health District (via HealthInfoNet). In our care into your
hands: Aboriginal stories about approaching the end of life: https://www.aci.health.
nsw.gov.au/ie/projects/aboriginal-stories-about-approaching-the-end-of-life

From Vital Talk:
• Transitions / Goals of Care using the REMAP tool
• Defusing Conflicts Moving the Conversation forward
From SA Health: Pharmacological Management of symptoms for adults in the last days of life
PalliAGED: Palliative Care Aged Care Evidence: Goals of Care - Synthesis
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Resources

Planning End-of-Life Care
– Goals of Care

From the Irish Hospice Foundation: Supporting Families at End of Life
From University of Edinburgh: The SPICT tool
End-of-Life Essentials: Glossary of terms

End-of-Life Essentials Able versus Novice: Which one are You?

Videos, Blogs and Podcasts
CareSearch Blog: Charlotte Coulson: Listen, pause, and breathe – guidance in delivering
culturally acceptable palliative care
CareSearch Blog: Linda Nolte: How well prepared are health professionals to have tough
conversations that matter?
CareSearch Blog: Ben White and Lindy Willmott: Support for health professionals to know
more about end-of-life law
From Radio National an interview with Leah Kaminsky: Life Death and DNA
Vital Talk: Emotions as Data
End of Life Essentials: Professor Imogen Mitchell: Dying in Acute Hospitals an ICU perspective

Further Reading
Vanderhaeghen B, Van Beek K, De Pril M, Bossuyt I, Menten J, Rober P. What do hospitalists
experience as barriers and helpful factors for having ACP conversations? A systematic
qualitative evidence synthesis. Perspect Public Health. 2018 Jul 1:1757913918786524.
doi: 10.1177/1757913918786524. [Epub ahead of print]
Cohen-Mansfield J, Skornick-Bouchbinder M, Brill S. Trajectories of end of life:
A systematic review. J Gerontol B Psychol Sci Soc Sci. 2018 Apr 16;73(4):564-572. doi:
10.1093/geronb/gbx093
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Resources

Planning End-of-Life Care
– Goals of Care

Sharpe KK, Noble C, Hiremagular B, Grealish L. Implementing an integrated pathway
to care for the dying: is your organisation ready? Int J Palliat Nurs. 2018 Feb 2;24(2):70-78.
doi: 10.12968/ijpn.2018.24.2.70
Bloomer MJ, Ranse K, Butler A, Brooks L. A national Position Statement on adult end-of-life
care in critical care. Aust Crit Care. 2021 Aug. Epub ahead of print. doi: https://
doi.org/10.1016/j.aucc.2021.06.006
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My Toolkit
Checklist
Teams and Continuity for the Patient

Put the ACSQHC infographic on high quality end-of-life care up in your tea room:
https://www.safetyandquality.gov.au/publications/infographic-essential-elements-forsafe-and-high-quality-end-of-life-care/
Does a colleague request the need to debrief following their involvement with a
patient nearing or at the end of life? Set aside some time to listen to your colleague’s
experiences and challenges. Share your own experiences if appropriate. Reflect on
what you can learn from your colleague’s experience. If you are concerned about
your colleague, remind them of available support. In the first instance they can talk
to their line manager. Other support options might include the Employee Assistance
Scheme or talking to their GP about a Mental Health Care Plan. If eligible, Australians
can access subsidised individual sessions with a registered mental health care provider/
psychologist. These sessions are free if the provider bulk bills.
If there is a meeting planned with a patient and other treating health professionals,
ask the patient in advance if they are comfortable discussing their care with these
team members present. If you ask in front of the other team members, it will be
harder for the patient to express their preferences.
Play your part in creating a psychologically safe workplace:
1) Frame the work as a learning problem, not an execution problem. This creates
rationale for speaking up:
2) Acknowledge your own fallibility “I may miss something, I need your input”,
3) Model curiosity. Ask questions, this creates a necessity for voice.
(Taken from Building a psychologically safe workplace, TEDx Talk by Amy Edmondson)

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Checklist

Teams and Continuity for the Patient

Conflict within interdisciplinary teams can result from role boundary issues, differing
scopes of practice and accountability. Such conflict can be further exacerbated
by heavy workloads, differing power levels and avoidance. Research has shown
that being willing to find solutions, adopting open and direct communication,
and showing humility and respect are useful personal strategies to resolve conflict
situations in healthcare teams.
If your team has a journal club consider suggesting this paper for discussion:
Hillman, K., Chen, J. (2008). Conflict resolution in end of life treatment decisions:
An Evidence Check rapid review for the Centre for Epidemiology and Research,
NSW Department of Health. Ultimo, NSW: The Sax Institute. http://www.health.nsw.
gov.au/research/Documents/14-conflict-resolution-end-of-life.pdf
If you observe a team member providing quality end-of-life care or doing something
particularly well in their care of a patient or their interaction with family members,
give them positive feedback. In an environment where employees’ performance is
often critiqued , recognising and naming positive care is important too. It is good for
team morale. Here are some steps to give positive feedback in the workplace:
• be specific not vague, instead of “good job today” be specific. Focus on observed
behaviours (skills or attitude)
• be timely, your feedback needs to happen shortly after the event
• focus on shared goals
• express your appreciation
The Australian Indigenous Doctors’ Association has a Cultural Safety Factsheet which
may be something you can read and share with the team: https://
nacchocommunique.com/wp-content/uploads/2017/02/cultural-safety-factsheet1.pdf

Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person
in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/audit-toolkit-home/
For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/
End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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My Toolkit
Resources
Teams and Continuity for the Patient

Cancer Australia, 2016: Running a multidisciplinary care meeting
NHMRC: Cultural Competency in Health
Australian Indigenous Doctors’ Association: Resources on Cultural Safety, including a position
statement, factsheet and toolkit
AIHW Closing the gap: Cultural competency in the delivery of health services for
indigenous people
American Psychological Association: Culturally Diverse Communities and End-of-Life Care
Centre for Cultural Diversity in Ageing Palliative Care Resources
Centre for Cultural, Ethnicity and Health A framework for cultural competence
(for the health sector)
Agency for Healthcare Research and Quality, US, 2013 Team STEPPS 2.0 pocket guide
The following Fast Facts, Palliative Care Network of Wisconsin may be of interest:
• Fast Facts #183 Conflict Resolution Part 1
• Fast Facts #184 Conflict Resolution Part 2
End-of-Life Essentials: Glossary of terms

End-of-Life Essentials Able versus Novice: Which one are You?

Videos, Blogs and Podcasts
TEDx talk by Amy Edmondson Building a psychological safe workplace (11 mins 26 seconds)
Agency for Healthcare Research and Quality, 2014 Improve Teamwork and Communication
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Resources

Teams and Continuity
for the Patient

Further Reading
Farmer DF, Yancu CN. Hospice and palliative care for older lesbian, gay, bisexual and
transgender adults: The effect of history, discrimination, health disparities and legal issues on
addressing service needs. Palliative Medicine and Hospital Care Open Journal. 2015;1(2):
36-43. doi: 10.17140/PMHCOJ-1-107
Hiruy K, Mwanri L. End-of-life experiences and expectations of Africans in Australia: Cultural
implications for palliative and hospice care. Nursing Ethics. 2014;21(2):187-197. doi:
10.1177/0969733012475252
Koffman J. Servicing multi-cultural needs at the end of life. Journal of Renal Care.
2014;40(S1):6-15. doi: 10.1111/jorc.12087
Nancarrow SA, Booth A, Ariss S, Smith T, Enderby P, Roots A. Ten principles of good
interdisciplinary team work. Human Resources for Health. 2013;11(1):19. doi:
10.1186/1478-4491-11-19
Cui X, Dong W, Zheng H, Li H. Collaborative care intervention for patients with chronic heart
failure: A systematic review and meta-analysis. Medicine (Baltimore). 2019
Mar;98(13):e14867. doi: 10.1097/MD.0000000000014867.
Brown CL, Menec V. Integrated Care Approaches Used for Transitions from Hospital to
Community Care: A Scoping Review. Can J Aging. 2018 Jun;37(2):145-170. doi: 10.1017/
S0714980818000065. Epub 2018 Apr 10.
Rost M, De Clercq E, Wangmo T, Elger B. The Need for a Shared Understanding: Domains of
Care and Composition of Team in Pediatric Palliative Care Guidelines. J Hosp Palliat Nurs.
2017 Dec;19(6):556-64. doi: 10.1097/NJH.0000000000000387
Health Quality Ontario. Team-Based Models for End-of-Life Care: An Evidence-Based
Analysis. Ont Health Technol Assess Ser. 2014 Dec 1;14(20):1-49.
Leclerc BS, Blanchard L, Cantinotti M, Couturier Y, Gervais D, Lessard S, Mongeau S. The
effectiveness of interdisciplinary teams in end-of-life palliative care: a systematic review of
comparative studies. J Palliat Care. 2014 Spring;30(1):44-54.
Oishi A, Murtagh FE. The challenges of uncertainty and interprofessional collaboration in
palliative care for non-cancer patients in the community: a systematic review of views from
patients, carers and health-care professionals. Palliat Med. 2014 Oct;28(9):1081-98. doi:
10.1177/0269216314531999.
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My Toolkit
Checklist
Responding to Concerns

Find out who at your workplace has attended the Family Donation Conversation
workshop. Keep these details for occasions when organ and/or tissue donation
is possible. If in doubt contact your state or territory DonateLife Agency. Remember
that religious or cultural factors may influence patients and their families’ decision
to donation organs or tissues following death. https://donatelife.gov.au/resources/
health-professionals/core-family-donation-conversation-fdc-workshop
From Advance Care Planning Australia: A suite of resources (with print friendly pages)
that you can download and share with colleagues: How to start a conversation.
https://www.advancecareplanning.org.au/for-family-friends-carers/how-do-i-startthe-conversation
Are you prepared for disagreements and know your options for resolving issues?
Disagreements will occur and knowing how to respond will greatly assist you.
Investigate this now in your own unit or hospital.

Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person
in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/audit-toolkit-home/

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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My Toolkit
Resources
Responding to Concerns

From Advance Care Planning Australia
• Health care Professionals information
• Information on advanced care planning in your state
• How to start a conversation
From QUT End of Life Law Australia:

• End of Life Law for Clinicians
• Capacity and Consent
• Adults and end of life decision-making
• Organ Donation
• Euthanasia and Assisted Dying
• Palliative Medication
Details of the Australian Health Practitioner Regulation Agency (AHPRA)
https://www.ahpra.gov.au/
Therapeutic Guidelines: Emergency Care presentations in palliative care
End-of-Life Essentials: Glossary of terms
End-of-Life Essentials Able versus Novice: Which one are You?

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.

Resources
Responding to Concerns

Videos, Blogs and Podcasts
Advance Care Planning Australia: https://www.advancecareplanning.org.au/understandadvance-care-planning (Several videos from patients, nurses and doctors perspectives.
Videos are between 1minutes 17 seconds and 4 minutes 34 second in length).

Further Reading
Dijxhoorn AQ, Brom L, van der Linden YM, Leget C, Raijmakers NJ. Prevalence of burnout in
healthcare professionals providing palliative care and the effect of interventions to reduce
symptoms: A systematic literature review. Palliat Med. 2021 Jan;35(1):6-26. doi:
10.1177/0269216320956825. Epub 2020 Oct 16.
Carter, R. Z., Detering, K. M., Silvester, W., & Sutton, E. (2016). Advance care planning in
Australia: what does the law say? Australian Health Review. 40(4):405-414.
doi.org/10.1071/AH15120
Kuek JTY, Ngiam LXL, Kamal NHA, Chia JL, Chan NPX, Abdurrahman ABHM, Ho CY, Tan LHE,
Goh JL, Khoo MSQ, Ong YT, Chiam M, Chin AMC, Mason S, Krishna LKR. The impact of caring
for dying patients in intensive care units on a physician's personhood: a systematic scoping
review. Philos Ethics Humanit Med. 2020 Nov 25;15(1):12. doi: 10.1186/s13010-020-00096-1.
Craig DP, Ray R, Harvey D, Shircore M. Factors Which Influence Hospital Doctors' Advance
Care Plan Adherence. J Pain Symptom Manage. 2020 May;59(5):1109-1126. doi: 10.1016/
j.jpainsymman.2019.12.008. Epub 2019 Dec 14.
Rutherford J, Willmott L, White BP. Physician attitudes to voluntary assisted dying: a scoping
review. BMJ Support Palliat Care. 2020 Jun 20:bmjspcare-2020-002192. doi: 10.1136/
bmjspcare-2020-002192.
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My Toolkit
Checklist
Emergency Department End-of-Life Care

Are there patients that are readmitted to the ward regularly, perhaps with
exacerbations of ongoing conditions (such as chest infections in COPD). Think about
these patients and ask the ‘surprise’ question about each of them: Would you be
surprised if this patient dies within the next few months/weeks/days? Is it time to
initiate a conversation about end-of-life care?
Do you have a clinically unstable patient who appears to be approaching the end of
their life? (likely to die within 12 months). If you are not sure you can use the SPICT
tool http://www.spict.org.uk/using-spict/

Practice kindness: Make your patient or relative a cup of tea. Refer to them by name.
Check if your patient already has an Advance Care Plan. If they have not yet started
a discussion about their end-of-life care or their future, then be proactive: start a
dialogue. Even if that dialogue is that a discussion needs to happen soon. Provide
some ideas for them to think about in formulating their preferences for care. Read
this information from Advance Care Planning Australia: How to start a conversation
https://www.advancecareplanning.org.au/for-family-friends-carers/how-do-i-startthe-conversation
Despite best efforts people do die in the ED. ACI has prepared an overview on
breaking bad news. https://aci.health.nsw.gov.au/networks/eci/clinical/clinicaltools/end-of-life#bbn

Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the
person in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/audit-toolkit-home/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Checklist

Emergency Department End-of-Life Care

Be prepared for expected death. Consider what your comfort level is in dealing with
death and dying in the ED. Consider how you can improve your practice or continue
to provide great care.
Always check in with the family if someone is deteriorating: Is there anyone you
would like to be here? Are there any family who would like to be here?
When someone with a life-limiting illness is admitted via the Emergency Department
this could be an opening to check if the patient and family recognise that things
aren’t going so well. Usually they will present with a sudden change, and there are
outcomes that they need to be aware of. For example, that things may stay the same,
or stabilise with no improvement / that this may be the beginning of a gradual
deterioration / that they may deteriorate quickly and die in the department. They
may or may not get home again.

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/
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My Toolkit
Resources
Emergency Department End-of-Life Care

From Advance Care Planning Australia:
Health care Professionals information
How to start a conversation
From ACI NSW Health: End of Life Care in the Emergency Department

Australasian College for Emergency Medicine: Policy on End of Life and the Emergency
Department
The following Fast Facts, Palliative Care Network of Wisconsin may be of interest:
• Fast Facts #76 Death Notification by Phone Part 1
• Fast Facts #77 Death Notification by Phone Part 2
• Fast Facts #246 Emergency Department management of Hospice Patients
• Fast Facts #298 Palliative Care Consultation in the ED
Queensland Health: Decision making and End-of-Life-care in Emergency (DandELinE). 2020
Einstein Emergency Medicine. Palliative and End-of-Life Care in the Emergency Department Today
[Internet]. 2020
End-of-Life Essentials: Glossary of terms
End-of-Life Essentials Able versus Novice: Which one are You?

Videos, Blogs and Podcasts
CareSearch Blog: Tracey Giles: Family member experiences of the sudden, unexpected death
of a loved one in an emergency department setting

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
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Resources

Emergency Department
End-of-Life Care

Advance Care Planning Australia: https://www.advancecareplanning.org.au/understandadvance-care-planning/advance-care-planning-explained (includes videos from patients,
nurses and doctors perspectives).

Further Reading
Cooper E, Hutchinson A, Sheikh Z, Taylor P, Townend W, Johnson MJ. Palliative care in the
emergency department: A systematic literature qualitative review and thematic synthesis.
Palliat Med. 2018 Oct;32(9):1443-1454. doi: 10.1177/0269216318783920
Cruz-Carreras MT, Chaftari P, Viets-Upchurch J. Advance care planning: challenges at the
emergency department of a cancer care center. Support Cancer Care. 2018;26(2): 585-588.
doi.org/10.1007/s00520-017-3870-x
McCallum KJ, Jackson D, Walthall H, Aveyard H. Exploring the quality of the dying and death
experience in the Emergency Department: An integrative literature review. Int J Nurs Stud.
2018 May 23;85:106-117. doi: 10.1016/j.ijnurstu.2018.05.011
Cotogni P, DE Luca A, Evangelista A, Fillipini C, Gili R, Scarmozzino A, ...Brazzi L. A simplified
screening tool to identify seriously ill patients in the Emergency Department for referral to
a palliative care team. Minerva Anestesiol. 2017 May;83(5):474-484. doi: 10.23736/
S0375-9393.16.11703-1
Gloss K. End of life care in emergency departments: a review of the literature. Emerg Nurse.
2017 May 12;25(2):29-38. doi: 10.7748/en.2017.e1707
Dawood M. End of life care in the emergency department (Practice review). Emergency
Medicine Journal. 2020;37:273-278. doi: 10.1136/emermed-2019-208632
Bone AE, Evans CJ, Etkind SN, Sleeman KE, Gomes B, Aldridge M, Keep J, Verne J, Higginson
IJ. Factors associated with older people's emergency department attendance towards the
end of life: a systematic review. Eur J Public Health. 2019 Feb;29(1):67-74. doi: 10.1093/
eurpub/cky241
McCallum KJ, Jackson D, Walthall H, Aveyard H. Exploring the quality of the dying and death
experience in the Emergency Department: An integrative literature review. Int J Nurs Stud
2020;37:273-278. doi: 10.1016/j.ijnurstu.2018.05.011
Argintaru N, Quinn KL, Chartier LB, Lee J, Hannam P, O'Connor E, Steinberg L, Ovens H,
McGowan M, Vaillancourt S. Perceived barriers and facilitators to goals of care discussions
in the emergency department: A descriptive analysis of the views of emergency medicine
physicians and residents. Int J Nurs Stud 2020;37:273-278. doi: 10.1016/
j.ijnurstu.2018.05.011
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Resources

Emergency Department
End-of-Life Care

Shearer FM, Rogers IR, Monterosso L, Ross-Adjie G. Rogers JR. Understanding emergency
department staff needs and perceptions in the provision of palliative care. Emerg Med
Australas. 2014;26(3): 249-255. doi:10.1111/1742-6723.12215
Díaz-Cortés MdM, Granero-Molina J, Hernández-Padilla JM, Pérez Rodríguez R, Correa
Casado M, Fernández-Sola C. Promoting dignified end-of-life care in the emergency
department: A qualitative study. Int Emerg Nurs. 2018;37:23-8 doi:10.1016/
j.ienj.2017.05.004
Vasquez D, Deland L, Spears K, Metcalfe L, Frost S, Christensen M. Time is Precious:
person-centred end of life care in an emergency department. A quality improvement
project. Emerg Nurse. 2019;27(4):33-42 doi:10.7748/en.2019.e1961
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My Toolkit
Checklist
Paediatric End-of-Life Care

The Quocca Paediatric Palliative Care project has resources that can inform clinical
practice. These will be useful if you are looking after a dying child. You can share this
information with your colleagues. https://www.quocca.com.au/tabid/4688/
Default.aspx

The Paediatric Palliative Care website has many useful resources that you can access
and use, including family meetings and difficult conversations and some of their
resources are in different languages. http://palliativecare.org.au/an-overview-tofamily-meetings-and-difficult-conversations
Actively practice Self Care. Do you have any self-care practices? (See SELF CARE
resources) https://www.caresearch.com.au/tabid/6344/Default.aspx

From the Queensland Government: Palliative Care for Children with Cancer –
A Guide for parents: https://www.childrens.health.qld.gov.au/wp-content/uploads/
PDF/brochures/palliative-care-purple-book.pdf
Consider holding regular team debriefing meetings where you can discuss deaths that
have occurred or scenarios where a child is experiencing difficult to control symptoms
or the team don’t agree on treatment approaches. You may want to do this after
a particularly challenging death or perhaps at the end of a shift. Sometimes informal
support is helpful but sometimes more formalised support is needed such as via
Employee Assistance Programs
Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the
person in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/audit-toolkit-home/
For resources go to the My Toolkit pages in End-of-Life
Essentials website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.
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Paediatric End-of-Life Care

Australian Commission on Safety and Quality in Health Care: National Consensus Statement End-of-life care

Australian Paediatric Palliative Care website
Quocca Paediatric Palliative Care project
PCC4U has information on Paediatric Palliative care
WA Cancer and Palliative Care Network Paediatric and Adolescent Young Adult Palliative
Care Model of Care
CareSearch, Paediatrics
Palliative Care Australia: Paediatric Palliative Care Policy Statement

From the Queensland Government: Palliative Care for Children with Cancer –
A Guide for parents (1MB pdf) and ‘practical guide to palliative care in paediatrics’. (2MB pdf)
From the Australian Centre for grief and bereavement - After the Loss of a Child: A Resource
for Parents of Children in Palliative Care
NSW Paediatric Palliative Care Programme
From QUT End of Life Law Australia: Children and end of life decision making

End-of-Life Essentials: Glossary of terms
End-of-Life Essentials Able versus Novice: Which one are You?
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Paediatric End-of-Life Care

Videos, Blogs and Podcasts
CareSearch Blog: Elizabeth Shepherd: A Rewarding Place to Work: My Personal Perspective on
Paediatric Palliative Care
CareSearch blog: Dr Anthony Herbert: Improving Children’s Palliative Care Close to Home in
Australia
The video ‘Emily’s story’ is designed to support the learning activities associated with the focus
topic ‘Caring for children with life-limiting conditions’ in PCC4U

Further Reading
Ekberg S, Bradford NK, Herbert A, Danby S, Yates P. Healthcare Users’ Experiences of
Communicating with Healthcare Professionals about children who have life-limiting
conditions: A qualitative systematic review. J Palliat Med. 2018 Oct;21(10):1518-1528. doi:
10.1089/jpm.2017.0422.
Ghirotto L, Busani E, Salvati M, Di Marco V, Caldarelli V, Artioli G. Researching children’s
perspectives in pediatric palliative care: A systematic review and meta-summary of
qualitative research. Palliat Support Care. 2019 Feb;17(1):107-118. doi: 10.1017/
S1478951518000172.
Bradford N, Rolfe M, Ekberg S, Mitchell G, Beane T, Ferranti K. Family meetings in paediatric
palliative care: an integrative review. BMJ Supportive & Palliative Care. 2020 July. doi: 10.1136/
bmjspcare-2020-002333. [Epub ahead of print]
Marsac ML, Kindler C, Weiss D, Ragsdale L. Let’s talk about It: Supporting family
communication during end-of-life care of pediatric patients. J Palliat Med. 2018
Jun;21(6):862-878. doi: 10.1089/jpm.2017.0307. Epub 2018 May 18.
Johnston EE, Martinez I, Currie E, Brock KE, Wolfe J. Hospital or Home? Where Should Children
Die and How Do We Make That a Reality? J Pain Symptom Manage. 2020 Jul;60(1):106-115.
doi:10.1016/j.jpainsymman.2019.12.370. Epub 2019 Dec 28.
Mu P-F, Tseng Y-M, Wang C-C. Nurses’ Experiences in End-of-Life Care in the PICU: A
Qualitative Systematic Review. Nursing Science Quarterly. 2019;32(1):12-22.
doi:10.1177/0894318418807936
Atout M. Experience of nurses who work with children with palliative care needs: A mixedmethod systematic review. Palliat Support Care. 2020 Aug;18(4):473-485. doi: 10.1017/
S1478951519000956
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Chronic Complex Illness End-of-Life Care

Are there patients that are readmitted to hospital regularly, perhaps with
exacerbations of ongoing conditions (such as chest infections in COPD? Think about
these patients and ask the ‘surprise’ question about each of them: Would you be
surprised if this patient dies within the next few months/weeks/days? You could also
use SPICT (Supportive and Palliative Care Indicators Tool) to identify patients at risk
of deteriorating and dying: https://www.spict.org.uk
Put the ACSQHC infographic on high quality end-of-life care up in your tea room:
https://www.safetyandquality.gov.au/wp-content/uploads/2015/05/Infographicessential-elements-for-safe-high-quality-end-of-life-care.pdf
If your patient has not yet started a discussion about their end-of-life care or their
future, then be proactive: start a dialogue. Even if that dialogue is that a discussion
needs to happen soon. Provide some ideas for them to think about in formulating
their preferences for care. You could start by asking them if they have appointed
someone to make decisions in the event that they are no longer able to communicate
them? Use “other people” framing if that is easier: For example, “Other people with
conditions like yours sometimes plan ahead for unexpected events such as sudden
admission to hospital and…"
Read this information from Advance Care Planning Australia: How to start a
conversation. https://www.advancecareplanning.org.au/for-family-friends-carers/howdo-i-start-the-conversation

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.
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Chronic Complex Illness End-of-Life Care

Recognise if a patient uses an end-of-life trigger (see Recognising the End-of-Life).
These are openings in the conversation where the patients makes a statement or asks
a question of you that makes you think they are querying what is happening to them
(it could be as direct as “Am I dying?” or a statement such as “ I need more help
to do things”. If the patient wishes, start a conversation about their concerns and
preferences. Use active listening and empathy but be honest and do not shy away
from using the word ‘dying’ or provide false hope. Make sure their preferences are
recorded and shared with other team members.
Actively practice Self Care. Do you have any self-care practices? (See SELF CARE
resources) https://www.caresearch.com.au/tabid/6344/Default.aspx
https://www.caresearch.com.au/tabid/6413/Default.aspx

Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person
in your organisation responsible for QA and bring it to their attention: https://
www.safetyandquality.gov.au/our-work/end-life-care/end-life-care-audit-toolkit

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.
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From Advance Care Planning Australia:
Health Care Professionals information
How to start a conversation
CareSearch: Non-malignant /end stage disease
The following Fast Facts from the Palliative Care Network of Wisconsin may be helpful:
• Fast Facts #141 Prognosis in End-Stage COPD
• Fast Fact #143 Prognostication in Heart Failure
• Fast Fact #150 Prognostication in Dementia
• Fast Fact #163 Decision making in Renal Failure
• Fast Fact #189 Liver Failure Prognosis
• Fast Fact #213 Prognosis in HIV / AIDS
• Fast fact #201 Palliative Care for People With Huntington’s Disease
• Fast Fact #332 End-of-life Care for Patients With Schizophrenia
• Fast Fact #361 Parkinson’s Disease, Disease Trajectory
• Fast Fact #362 Parkinson's Disease, Palliation for Common Non-Motor Symptoms
• Fast Fact #360 The Surprise Question as a Prognostic Tool

End-of-Life Essentials: Glossary of terms

End-of-Life Essentials Able versus Novice: Which one are You?
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Chronic Complex Illness End-of-Life Care

Videos, Blogs and Podcasts
CareSearch Blog: Listen, Acknowledge, Respond project Team: Addressing the mental
health needs of those living with dying
CareSearch Blog: Tim Luckett: What is needed to improve care planning for people living
with dementia?
Palliative Matters blog: Palliative care is for people with chronic disease not just cancer
Advance Care Planning Australia: https://www.advancecareplanning.org.au/understandadvance-care-planning (Several videos from patients, nurses and doctors perspectives.
Videos are between 1mins 17 seconds, and 4 mins 34 seconds in length).

Further Reading
Rawlings D, Winsall M, Yin H, Devery K, Morgan DD. Evaluation of an End-of-Life Essentials
Online Education Module on Chronic Complex Illness End-of-Life Care. Healthcare. 2020
Aug;8(3):297. doi: 10.3390/healthcare8030297
Hamel AV, Gaugler JE, Porta CM, Hadidi NN. Complex Decision-Making in Heart Failure:
A Systematic Review and Thematic Analysis. J Cardiovasc Nurs. 2018 May/Jun;33(3):225-231.
doi: 10.1097/JCN.0000000000000453

Jabbarian LJ, Zwakman M, van der Heide A, Kars MC, Janssen DJA, van Delden JJ, Rietjens
JAC, Korfage IJ. Advance care planning for patients with chronic respiratory diseases: a
systematic review of preferences and practices. Thorax. 2018 Mar;73(3):222-230.
doi: 10.1136/thoraxjnl-2016-209806. Epub 2017 Nov 6.

Noonan MC, Wingham J, Taylor RS. ‘Who Cares?’ The experiences of caregivers of adults
living with heart failure, chronic obstructive pulmonary disease and coronary artery
disease: a mixed methods systematic review. BMJ Open. 2018 Jul;8(7):e020927. doi:
10.1136/bmjopen-2017-020927
O’Halloran P, Noble H, Norwood K, Maxwell P, Shields J, Fogarty D, Murtagh F, Morton
R, Brazil K. Advance care planning with patients who have end-stage kidney disease: a
systematic realist review. J Pain Symptom Manage. 2018 Jul;56(5):795-807. doi: 10.1016/
j.jpainsymman.2018.07.008.
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Cardona-Morrell M, Kim J, Turner RM, Anstey M, Mitchell IA, Hillman K. Non-beneficial
treatments in hospital at the end of life: a systematic review on extent of the
problem. Int J Qual Health Care. 2016 Sep;28(4):456-69. doi: 10.1093/intqhc/mzw060.
González-González AI, Schmucker C, Nothacker J, Nury E, Dinh TS, Brueckle M-S, Blom
JW, ... Muth C. End-of-Life Care Preferences of Older Patients with Multimorbidity: A
Mixed Methods Systematic Review. J Clin Med. 2020 Dec;10(1):91.
doi:10.3390/jcm10010091.
DeCourcey DD, Silverman M, Oladunjoye A, Wolfe J. Advance care planning and parentreported end-of-life outcomes in children, adolescents, and young adults with complex
chronic conditions. Crit Care Med. 2019 Jan;47(1):101-108. doi: 10.1097/
CCM.0000000000003472
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Checklist
Imminent Death – How to Respond

Do you recognise the clinical signs when someone is close to death? People
deteriorate and will eat and drink less, have less energy and spend more time
sleeping. When they are close to death you are likely to see a change in their colour,
circulation or breathing patterns. They will be cool at the extremities.
The following Fast Fact (#149) from the Palliative Care Network of Wisconsin may be
helpful to facilitate discussions with all staff about Teaching the Family what to expect
when the patient is dying: https://www.mypcnow.org/blank-dvp5k
Be respectful at all times when caring for someone who has died. They remain your
patient even after death. Many nurses will still talk to patients when laying out and
preparing their body or attending to them after death.
Does a colleague request the need to debrief following their involvement with a
patient who has died? Set aside some time to listen to your colleague’s experiences
and challenges. Share your own experiences if appropriate. Reflect on what you can
learn from your colleague’s experience. If you are concerned about your colleague,
remind them of available support. In the first instance they can talk to their line
manager. Other support options might include the Employee Assistance Scheme or
talking to their GP about a Mental Health Care Plan.
Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person
in your organisation responsible for QA and bring it to their attention:
https://www.safetyandquality.gov.au/audit-toolkit-home/

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.
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From CareSearch – Changes at the Time of Death

The following Fast Facts from the Palliative Care Network of Wisconsin may be helpful:
• Fast Facts #3 Syndrome of Imminent Death
• Fast Facts #109 Death Rattle and Oral Secretions
• Fast Facts #118 Near Death Awareness
• Fast Facts #149 Teaching the Family what to expect when the patient is dying
An article from Nursing Times (UK) Personal care at the end of life and after death
From the Royal Children’s Hospital Melbourne: Procedures at time of death in hospital
From the Better Health Channel: Death in Hospital
End-of-Life Essentials: Glossary of terms
End-of-Life Essentials Able versus Novice: Which one are You?
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Further Reading
Cohen-Mansfield J, Skornick-Bouchbinder M, Brill S. Trajectories of End of Life:
A Systematic Review. J Gerontol B Psychol Sci Soc Sci. 2018 Apr 16;73(4):564-572. doi:
10.1093/geronb/gbx093
Witkamp E, Droger M, Janssens R, van Zuylen L, van der Heide A. How to Deal With
Relatives of Patients Dying in the Hospital? Qualitative Content Analysis of Relatives'
Experiences. J Pain Symptom Manage. 2016 Aug;52(2):235-242.
doi: 10.1016/j.jpainsymman.2016.02.009.
Herman M, Horner K, Ly J, Vayl Y. Deactivation of Implantable Cardioverter-Defibrillators in
Heart Failure: A Systematic Review. J Hosp Palliat Nurs. 2018 Feb;20(1):63-71. doi: 10.1097/
NJH.0000000000000399
Cardona M, Stehlik P, Fawzy P, Byambasuren O, Anderson J, Clark J, Sun S, Scott I.
Effectiveness and sustainability of deprescribing for hospitalized older patients near end of
life: a systematic review. Expert Opin Drug Saf. 2021 Jan;20(1):81-91.e3. doi:
10.1080/14740338.2021.1853704. Epub 2020 Dec 21.
Pignatiello G, Hickman RL Jr, Hetland B. End-of-life decision support in the ICU: Where are we
now? West J Nurs Res. 2018 Jan;40(1):84-120. doi: 10.1177/0193945916676542. Epub 2016
Nov 9.
Dicks SG, Ranse K, van Haren FM, Boer DP. In-hospital experiences of families of potential
organ donors: A systematic review and qualitative synthesis. Health Psychol Open. 2017 May
22;4(2):2055102917709375. doi: 10.1177/2055102917709375.
Rodgers D, Calmes B, Grotts J. 2016. Nursing care at the time of death: A bathing and
honoring practice. Oncol Nurs Forum. 2016 May;43(3): 363-371.
doi:10.1188/16.ONF.363-371
Devery K, Rawlings D, Tieman J, Damarell R. Deathbed phenomena reported by patients in
palliative care: clinical opportunities and responses. Int J Palliat Nurs. 2015 Mar;21(3):117-25.
doi: 10.12968/ijpn.2015.21.3.117
Bloomer MJ, Ranse K, Butler A, Brooks L. A national Position Statement on adult end-of-life
care in critical care. Aust Crit Care. 2021 Aug. Epub ahead of print. doi: https://
doi.org/10.1016/j.aucc.2021.06.006

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.

46

47

My Toolkit
Checklist
States of Mind at the End of Life

Anxiety is commonly experienced at the end of life. Reflect on how you can be more
attune to the signs and symptoms of anxiety.
Depression is common in patients at the end of life. Revise the list of symptoms
and assess the persistence of these over a sustained period of two weeks or more.
Demoralisation is common and crucial to identify as it is accompanied by an
increased risk of suicidal thinking. Strengthen your own knowledge and skills in
conversations, assessment and management of demoralisation.

Asking patients about their priorities and states of mind are important. Do you
know what is important to patients who are close to the end of life?

Some patients will welcome conversations about the future or their death, others
will not – always offer (don’t assume) to discuss the future or dying.

How will you respond if a patient asks you about your beliefs on death or the
afterlife? Have you thought about a professional response that you are content with
sharing with a patient?
We know feeling supported helps patients’ states of mind at the end of life. How do
you bolster support and trust for the patients in your care? What services are
available in your hospital or service?

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.
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Checklist

States of Mind at the End of Life

Conversations about how the patient managed in the past with life’s ups and downs
may be very useful in identifying resilient traits. Talking about negative emotions
with a patient is ok, you will not induce sad thinking.

Be acquainted with services that offer counselling, psychological support, older
people mental health services, pastoral care, music and art therapy, or exercise
physiologists.

Remember that the patient’s despair and suffering is not yours. Explore your
own philosophy in dealing with death and end of life care. Other support
options might include the Employee Assistance Scheme or talking to your GP or a
trusted colleague.

Make yourself aware of the ACSQHC End-of-Life Care Audit toolkit. Find the person in
your organisation responsible for QA and bring it to their attention: https://
www.safetyandquality.gov.au/our-work/end-life-care/end-life-care-audit-toolkit

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.
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Cancer Council Facing End of Life: A guide for people dying with cancer, their families
and friends

Videos, Blogs and Podcasts
From The Palliative Care Bridge:
• Professor Meera Agar - Delirium and Depression
• Dr Sarah Thompson - Anxiety and sleep disturbances
• Dr Sarah Thompson - Depression

Further Reading
This paper discusses techniques and challenges in delivering SEGT:
Kissane DW, Grabsch B, Clarke DM, Christie G, Clifton D, Gold S, Morgan A, McDermott F,
Smith GC. Supportive-expressive group therapy: the transformation of existential
ambivalence into creative living while enhancing adherence to anti-cancer therapies.
Psycho-Oncology 2004; 13:755-768. doi: 10.1002/pon.798.

This paper provides a review of techniques or approaches to reduce existential suffering:
Kissane, DW. The relief of existential suffering. Archives of Internal Medicine 2012 Oct;
172(19):1501-1505, doi: 10.1001/archinternmed.2012.3633

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.
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States of Mind at the End of Life

This paper outlines the value of screening for psycho-existential distress:
Kissane DW. Education and assessment of psycho-existential symptoms to prevent
suicidality in cancer care. Psycho-Oncology 2020 Aug;29(9). doi: 10.1002/pon.5519
This paper discusses techniques and issues employed in Meaning and Purpose therapy:
Lethborg C, Kissane DW, Schofield P. Meaning and Purpose (MAP) Therapy I: Therapeutic
processes and themes in advanced cancer. Palliative and Supportive Care 2019
Feb;17(1): 13-20. doi: 10.1017/S1478951518000871
This book explores the delivery of supportive-expressive therapy as a form of existential
psychotherapy:
Spiegel D, Classen C. (2000). Group Therapy for Cancer Patients: A Research-Based
Handbook of Psychosocial Care. New York, NY, Basic Books
This paper provides a review of existential challenges and their relief:
Vehling S, Kissane D. Existential distress in cancer: Alleviating suffering from
fundamental loss and change. Psycho-Oncology 2018 Nov;27(11):2525-2530. doi:
10.1002/pon.4872

This classic text describes the existential challenges faced by human beings:
Yalom, ID. (1980). Existential Psychotherapy. (1st ed.). New York, Basic Books.

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Checklist
End-of-Life Care for Diverse Communities

Ask yourself, are you open to difference in people, patients, and colleagues? How do
you model being inclusive of diverse communities in your professional practice?
Add end-of-life issues to your team meeting agenda. Share a couple of points that
you have learnt from the End-of-Life Essentials Education Modules with your
colleagues. Make a training request via your supervisor, or via your organisation’s
training manager, for specific workplace training on end-of-life care relevant to
those with diverse needs at the end of life.
Remember to introduce yourself to each new patient and any family members. Be
aware of the ‘Hello, my name is...’ campaign (www.hellomynameis.org.uk). Also
consider using your pronouns (she/her, he/him, they/them) and ask what patients
and families prefer. Do not make assumptions about gender or sexuality.
Ask your patient: What is the most important thing I should know about you? Who is
important to you?
When a patient speaks a language other than English, make sure that an interpreter
is engaged for important conversations and ensure you look at the patient while
listening to the interpreter. Ensure your team knows that they need to make sure this
is in place before they communicate with the patient. Do not ask family members to
act as an interpreter. Also consider translated written information. Maintain eye
contact if culturally appropriate.
Consider the broader multidisciplinary/interdisciplinary team. Would this patient
benefit from assessment by a psychologist, psychiatrist or access to mental health
services? Would they benefit from legal support to assist with EOL planning?

End-of-Life
Essentials is funded by the Australian Government Department of Health. End-of-Life
- - - Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high - quality end - of- life care, and the
Commission provides ongoing advice to the project. End-of-Life
- - Essentials is in partnership with CareSearch palliative care knowledge network.
v. 032022
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Checklist
End-of-Life Care for Diverse Communities

Ask a patient if they would like to see a priest, minister, imam, rabbi or other. Be
mindful that religion is not the same as spirituality. Discuss how their spiritual beliefs
might impact upon their care preferences or what happens to them once they die.
Remember the patient may not adhere to all aspects of their reported faith – ask
what is personally meaningful to them. Support the wishes of patients, families and
carers who want to include religious or cultural practices in their care. This may
include ceremonies, singing or particular foods. Don’t be afraid to ask one of those
present the significance of the ritual. Share any cultural knowledge you gain with
colleagues or students.
Check if your patient has discussed the future or death and dying with their family
(whoever their family are). Check that they have nominated someone to make
decisions when they can no longer do this themselves. Have they discussed their
wishes and preferences with that person? Are their wishes formalised in an Advance
Care Directive or a medical power of attorney? And, if so, does the treating team
have a copy?
Patient-centred behaviour when treating a patient includes compassion,
empathy, and provision of information.
Is there any training in your organisation for Culturally Competent care or for
LGBTIQ+ inclusive care? Are there policies and practices that align to these? Consider
equity in access to care and that patients may have not felt safe accessing care in the
past (or now) because of discrimination /stigma around homosexuality or mental
illness.
Consider checking out some of the National Palliative Care programs which provide
information and resources relevant to diversity:
• CareSearch (Patient Diversity) https://www.caresearch.com.au/tabid/6269/
Default.aspx
• Advance Care Planning Australia (information in other languages) https://
www.advancecareplanning.org.au/languages
• End of Life Directions for Aged Care (ELDAC) (Diverse population groups)
https://www.eldac.com.au/tabid/5031/Default.aspx
• palliAGED (Diverse Australia) https://www.palliaged.com.au/tabid/7105/
Default.aspx

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/
End-of-Life
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My Toolkit
Resources
End-of-Life Care for Diverse Communities

General
Australian Government Department of Health: Exploratory analysis of barriers to palliative
care
ELDAC website:
• Palliative Care in Diverse Populations
• Financially or Socially Disadvantaged
CareSearch: Systematic Review Collections on many underserved populations including:
• Aboriginal and Torres Strait Islander
• Asylum seekers and refugees
• Homelessness
• Intellectual disability
• Lesbian, Gay, Bisexual, Transgender, Intersex (LGBTI)
• Mental illness
• Multicultural
• Prisoners
CareSearch: For nurses - A population approach to palliative care, including:
• Aboriginal and Torres Strait Islander Peoples
• Homelessness
• Intellectually Disabled
• Lesbian, Gay, Bisexual, Transgender, Intersex (LGBTI)
• Living Alone
• Mental Illness
• Multicultural
• People with HIV/AIDS
• Prisoners
• Refugees and Asylum Seekers

End-of-Life
Essentials is funded by the Australian Government Department of Health. End-of-Life
- - - Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high - quality end - of- life care, and the
Commission provides ongoing advice to the project. End-of-Life
- - Essentials is in partnership with CareSearch palliative care knowledge network.
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Resources

End-of-Life Care for Diverse Communities

LGBTIQ+
palliAGED website: Lesbian, Gay, Bisexual, Transgender and Intersex (LGBTI) Individuals

ELDAC website: Lesbian, Gay, Bisexual, Transgender and Intersex (LGBTI): Australia’s
ageing population
Australian Government Department of Health: Exploratory Analysis of Barriers to Palliative
Care – Issues Report on People who Identify as Lesbian, Gay, Bisexual, Transgender or
Intersex
CareSearch: LGBTI – Understanding palliative care needs of the LGBTI community

Mental Illness
palliAGED website: Mental Illness
CareSearch: Mental Illness – Understanding the complexity of palliative care with mental
illness
Health Translations website (Victorian Government): Advance care planning for end of life
for people with mental illness (available in other languages)
NSW Government: Dignity, respect and choice: Advance care planning for end of life for
people with mental illness – A comprehensive Guide

Culturally and Liguistically Diverse Backgrounds
Australian Government Department of Health: Exploratory Analysis of Barriers to Palliative
Care – Issues Report on People from Culturally and Linguistically Diverse Backgrounds
palliAGED website: Culturally and Linguistically Diverse (CALD) Communities

End-of-Life
Essentials is funded by the Australian Government Department of Health. End-of-Life
- - - Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high - quality end - of- life care, and the
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Resources

End-of-Life Care for Diverse Communities

ELDAC website: Australia’s ageing Culturally and Linguistically Diverse population
Palliative Care Victoria: Information for health professionals – Culturally and Linguistically
Diverse people
CareSearch: Multicultural – Cultural and Linguistic diversity considerations in palliative
care
Palliative Care Network of Wisconsin: Fast Fact #154: The use of interpreters in palliative
care
*Please do be aware that these resources are for the American audience with information
relevant to their health care system, however the principles still apply.

Further Reading
General
Nelson KE, Wright R, Peeler A, Brockie T, Davidson PM. Sociodemographic Disparities in
Access to Hospice and Palliative Care: An Integrative Review. Am J Hosp Palliat Care. 2021
Nov;38(11):1-13. doi: 10.1177/1049909120985419

LGBTIQ+
Carabez R, Scott M. ‘Nurses don’t deal with these issues’: nurses’ role in advance care
planning for lesbian, gay, bisexual and transgender patients. J Clin Nurs. 2016
Dec;25(23-24):3707–3715. doi: 10.1111/jocn.13336
Cathcart-Rake E, O’Connor J, Ridgeway JL, Radecki Breitkopf C, Kaur JS, Mitchell J, Leventakos
K, Jatoi A. Patients’ Perspectives and Advice on How to Discuss Sexual Orientation, Gender
Identity, and Sexual Health in Oncology Clinics. Am J Hosp Palliat Care. 2020 Dec;37(12):
1053–1061. doi: 10.1177/1049909120910084 (FREE ACCESS)
Haviland K, Burrows Walters C, Newman S. Barriers to palliative care in sexual and gender
minority patients with cancer: A scoping review of the literature. Health Soc Care
Community. 2021 Aug;29:305–318. doi: 10.1111/hsc.13126
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Resources

End-of-Life Care for Diverse Communities

Kemery SA. Family perceptions of quality of end of life in LGBTQ+ individuals: a
comparative study. Palliat Care Soc Pract. 2021 Mar;15:2632352421997153. doi: 10.1177/
2632352421997153
Lippe M, Eyer JC, Rosa WE, McKinney Jr R, Patterson B, Matteo RA, Townsend H, HalliTierney H. Caring for an Unconscious Transgender Patient at the End of Life: Ethical
Considerations and Implications. J Hosp Palliat Nurs. 2021 Aug; 23(4): 300–308.
doi:10.1097/NJH.0000000000000765 (FREE ACCESS)
Lisy K, Peters MDJ, Schofield P, JJefford M. Experiences and unmet needs of lesbian,
gay, and bisexual people with cancer care: A systematic review and metasynthesis.
Psycho-oncology. 2018 Jun;27(6):1480–1489. doi: 10.1002/pon.4674

Mental Illness
Baruth JM, Ho JB, Mohammad SI, Lapid MI. End-of-life care in schizophrenia: a systematic
review. Int Psychogeriatr. 2021 Feb;33(2):129–147. doi:10.1017/S1041610220000915
den Boer K, de Veer AJE, Schoonmade LJ, Verhaegh KJ, van Meijel B, Francke AL. A
systematic review of palliative care tools and interventions for people with severe
mental illness. BMC Psychiatry. 2019 Apr;19:106 doi:10.1186/s12888-019-2078-7
Jerwood J, Ward GE, Phimister D, Holliday N. Coad J. Barriers to palliative care for people
with severe mental illness: Exploring the views of clinical staff. Eur J Palliat Care. 2018
Jan;25(1):20-25 (FREE ACCESS in ResearchGate)
Jerwood J, Ward G, Phimister D, Holliday N, Coad J. Lean in, don’t step back: The views
and experiences of patients and carers with severe mental illness and incurable physical
conditions on palliative and end of life care. Prog Palliat Care. 2021 Mar;29(5):255-263
doi:10.1080/09699260.2021.1887589
O'Malley K, Blakley L, Ramos K, Torrence N, Sager Z. Mental healthcare and palliative care:
barriers. BMJ Support Palliat Care. 2021 June;11(2):138–144. doi:10.1136/
bmjspcare-2019-001986
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Resources

End-of-Life Care for Diverse Communities

Wilson R, Hepgul N, Higginson IJ, Gao W. End-of-life care and place of death in adults with
serious mental illness: A systematic review and narrative synthesis. Palliat Med. 2020
Jan;34(1):49–68. doi: 10.1177/0269216319867847

Culturally and Linguistically Diverse
Jones T, Luth EA, Lin S-Y, Brody AA. Advance Care Planning, Palliative Care, and End-of-life
Care Interventions for Racial and Ethnic Underrepresented Groups: A Systematic Review. J
Pain Symptom Manage 2021 Sep;62(3):e248−e260. doi: 10.1016/
j.jpainsymman.2021.04.025
McCleskey SG, Cain CL. Improving End-of-Life Care for Diverse Populations:
Communication, Competency, and System Supports. Am J Hosp Palliat Care. 2019 June;
36(6):453–459. doi:10.1177/1049909119827933 (FREE ACCESS)

Mayland CR, Powell RA, Clarke GC, Ebenso B, Allsop MJ. Bereavement care for ethnic
minority communities: A systematic review of access to, models of, outcomes from, and
satisfaction with, service provision. PLoS One. 2021 Jun 30;16(6):e0252188. doi: 10.1371/
journal.pone.0252188
Rahemi Z, Williams CL. Does ethnicity matter-Cultural factors underlying older adults' endof-life care preferences: A systematic review. Geriatr Nurs. 2020 Mar-Apr;41(2):89-97. doi:
10.1016/j.gerinurse.2019.07.001
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My Toolkit
Checklist
Self-Care Activities

Think about your current self-care practices. What soothes you? Invigorates you?
What tops up your personal resources? Do you know what works best for you?
Ask a colleague what they find most positive and useful, and give it a try.
When providing end-of-life care, identify your own emotions. Debrief with a colleague
or keep a diary if required.
Do you have any negative coping strategies? Negative coping strategies include
over-eating, taking prescription or recreational drugs, and excessive alcohol
consumption. Positive coping strategies include exercising, debriefing with a
colleague, eating well and looking after yourself. Reflect on whether your coping
strategies are working for you.
Consider using your hospital’s Employment Assistance Scheme or speak to your GP
if you need additional support.
Develop some rituals to help you transition from your work to being at home.
A ritual is a pattern of behaviour which becomes a habit with repetition over time.
Psychologists refer to this as ‘boundary work’. Think about how you leave work:
e.g. Start a wind down process before you leave work such as by writing down things
you must do the next day. This helps you leave your concerns about the next day at
work rather than taking them home with you. If you want to end the work day on a
positive note, write down or reflect on one thing that went well today. Think about
how you get from work to home: e.g. if you commute by car, can you take the scenic
route (even if it takes a little longer) or stop somewhere along the way to do something
for yourself? (e.g. 10 minute walk in a park, or pick up something different for dinner).

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Checklist

Self Care Activities

Whether you travel by car or public transport, you can listen to music, a podcast or
a talking book. Think about when you arrive home: e.g. make yourself a cup of tea,
wash your hands or shower/bath, change your clothes (you might like to consider
having designated ‘house clothes’ to signal you are in recreation mode). If you live
with other people, spend some time talking to them about their day, or negotiate to
spend a few minutes alone (or walk the dog) before you transition back into family
life. This can be important, as the first 30 minutes at home is a common trigger point
for arguments.
Take a break – keep wanting to meditate but don’t think you have the time?
Go to www.youtube.com and type in 1 minute meditation…or 3 minutes, 5 minutes,
10 minutes. There are online meditations (or relaxing music) to correspond to however
much time you have. Bring your headphones and plug in for a few minutes.
Self-care: Do you sometimes drink alcohol when you have had a stressful day at work
or to unwind after work? Go through the AUDIT questionnaire to give an indication of
whether your drinking is at a harmful level: http://apmha.com.au/wp-content/
uploads/alcohol-screening.pdf
If your drinking is at a harmful level, can you reduce your level of consumption
yourself or do you need support? Discuss your concerns with a close friend or family
member, or contact your GP to put you in contact with appropriate support services.

Self-care – team sports can be a good way of getting some physical exercise as well
as connecting socially. Did you have a sport you enjoyed when you were younger or is
there something you have always wanted to try? Contact your local community centre
to see if there are local teams in your areas. Don’t fancy a team sport? How about ball
room dancing, Zumba, tai chi, or self-defence classes? You can often try a session or
two before committing, so give it a go. Don’t want something you have to commit to
every week? Try getting a few friends together for beach cricket or a hike.

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
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Checklist

Self Care Activities

Positive self-care can take several forms – physical, emotional/cognitive, relational,
and spiritual. Even making yourself a cup of tea can be a very simple act of self-care.
Commit to one act of self-care today. Here are some suggestions:
• take a walk
• get enough sleep
• make healthy food choices
• talk to a friend in person or on the phone
• connect with a religious or spiritual community (if that is part of your value
system)
• meditate, or sit quietly and take some deep breaths
• hug someone you love
• listen to some music
• write in a journal (keeping a gratitude journal has been linked to greater
happiness, better physical health, stronger relationships and lower stress levels
according to a Harvard University study: https://www.health.harvard.edu/
healthbeat/giving-thanks-can-make-you-happier
• disconnect from technology for a while
• take a bath
• light candles or burn scented oils
• have some time alone
Want to meditate but find it hard to sit still? Try a walking meditation. These are
walking meditations available on www.youtube.com or try this walking meditation:
http://www.calm.auckland.ac.nz/20.html (9 minutes 25 seconds)

For resources go to the My Toolkit pages in End-of-Life Essentials
website: https://www.endoflifeessentials.com.au/
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My Toolkit
Self-Care
Resources
CareSearch: Importance of self-care
CareSearch: Health System Issues - Self-Care

Videos, Blogs and Podcasts
Palliative Care Australia:
• Self-Care Matters (Several videos containing key messages on understanding,
planning for, and practising self-care)
• Self-care Matters - Aged Care (Several videos offering self-care advice for
those working in aged care contexts)

Further Reading
Mesquita Garcia AC, Domingues Silva B, Oliveira da Silva LC, Mills J. Selfcompassion In Hospice and Palliative Care: A Systematic Integrative Review. J Hosp
Palliat Nurs. 2021 Apr 1;23(2):145-154. doi: 10.1097/NJH.0000000000000727.
Beavis J, Davis L, McKenzie S. Clinical Supervision for Support Workers in Paediatric
Palliative Care: A Literature Review. Clin Child Psychol Psychiatry. 2021
Jan;26(1):191-206. doi: 10.1177/1359104520961431. Epub 2020 Oct 14.
Dijxhoorn AQ, Brom L, van der Linden YM, Leget C, Raijmakers NJ. Prevalence of
burnout in healthcare professionals providing palliative care and the effect of
interventions to reduce symptoms: A systematic literature review. Palliat Med.
2021 Jan;35(1):6-26. doi: 10.1177/0269216320956825. Epub 2020 Oct 16.
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Resources
Self-Care Activities

Powell MJ, Froggatt K, Giga S. Resilience in inpatient palliative care nursing: a
qualitative systematic review. BMJ Support Palliat Care. 2020 Mar;10(1):79-90.
doi: 10.1136/bmjspcare-2018-001693. Epub 2019 Feb 26.
Morris SE, Kearns JP, Moment A, Lee KA, deLima Thomas J. "Remembrance": A
Self-Care Tool for Clinicians. J Palliat Med. 2019 Mar;22(3):316-318. doi: 10.1089/
jpm.2018.0395. Epub 2018 Dec 15.
Podgurski L, Greco C, Croom A, Arnold R, Claxton R. A Brief Mindfulness-Based
Self-Care Curriculum for an Interprofessional Group of Palliative Care
Providers. J Palliat Med. 2019 May;22(5):561-565. doi: 10.1089/jpm.2018.0550.
Epub 2019 Jan 9.
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My Toolkit
Profession-Specific
Resources
Profession-Specific Resources: Occupational Therapists
Care Search online resources: Occupational Therapists
Quicksearch: Tailored PubMed search for studies in palliative care - select 'Occupational
Therapists' as a topic
Occupational Therapy Australia, 2015: Occupational therapy in palliative care: position paper
A video from the Palliative Care Bridge: Managing Fatigue
A video from the Palliative Care Bridge: Manual handling: the role of the Occupational
Therapist in palliative care
Chow JK, Pickens ND. Measuring the Efficacy of Occupational Therapy in End-of-Life Care: A
Scoping Review. Am J Occup Ther. 2020 Jan/Feb;74(1):7401205020p1-7401205020p14. doi:
10.5014/ajot.2020.033340.

Profession-Specific Resources: Physicians
Piili, RP, Lehto, JT, Luukkaala T, Hinkka H, Kellokumpu-Lehtinen P-L I. BMC Palliative Care.
2018 July;17:94. doi: 10.1186/s12904-018-0349-6
Palliative Care Network of Wisconsin, 2016. Fast Facts #310 The oncology-ICU-palliative care
interface
The Royal Australasian College of Physicians , May 2016 Improving Care at the End of Life:
Our Roles and Responsibilities (1.04MB pdf)
The Royal Australasian College of Physicians, 2016. End-of-Life care: Let’s talk
A video from the Palliative Care Bridge Medical Decision Making and the ethics behind it
(Associate Professor Richard Chye)
Australia New Zealand Society of Palliative Medicine: ANZSPM Quality End-of-Life Care
Position Statement
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Resources
Profession-Specific Resources

Profession-Specific Resources: Nurses
CRANAplus Position Statement on Palliative Care (1.69MB pdf)
Quicksearch: Tailored PubMed search for studies in palliative care - select 'Nurses' as a topic
A video from the Palliative Care Bridge Nursing assessment for palliative care
CareSearch website Information for Nurses Section
A video from the Palliative Care Bridge Nursing assessment for palliative care
Palliative Care Nurses Australia: Competency Standards for Specialist Palliative Care Nursing
Practice
Pérez-Vega ME, Cibanal-Juan L. Personal narratives of nurses who care for patients at the end
of life. Int J Palliat Nurs. 2020 Jan 2;26(1):14-20. doi: 10.12968/ijpn.2020.26.1.14

Profession-Specific Resources: Dietitians
CareSearch information for Allied Heath: Dietitians in palliative care
Quicksearch: Tailored PubMed search for studies in palliative care - select 'Dietitians' as a
topic
A video from the Palliative Care Bridge: Nutrition and Palliative Care (Ms Melissa Scattergood)
A video from the Palliative Care Bridge: Cachexia and Anaemia: what action is needed?Loofs
TS, Haubrick K. End-of-Life Nutrition Considerations: Attitudes, Beliefs, and Outcomes. Am J
Hosp Palliat Care. 2020 Sep 18:1049909120960124. doi: 10.1177/1049909120960124

Profession-Specific Resources: Physiotherapists
CareSearch Information for Allied Health: Physiotherapists in palliative care
Quicksearch: Tailored PubMed search for studies in palliative care - select 'Physiotherapists' as
a topic
Videos from the Palliative Care Bridge:

• Management of the swollen limb
• Exercise in Palliative Care
• Managing Fatigue
Warth M, Kessler J, Koehler F, Aguilar-Raab C, Bardenheuer HJ, Ditzen B. Brief psychosocial
interventions improve quality of life of patients receiving palliative care: A systematic review
and meta-analysis. Palliat Med. 2019 Mar;33(3):332-345. doi: 10.1177/0269216318818011
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Resources
Profession-Specific Resources

Profession-Specific Resources: Psychologists
CareSearch Information for Allied Heath: Psychologists in palliative care
Quicksearch: Tailored PubMed search for studies in palliative care - select 'Psychologists'
as a topic
Teo I, Krishnan A, Lee GL. Psychosocial interventions for advanced cancer patients: A
systematic review. Psychooncology. 2019 Jul;28(7):1394-1407. doi: 10.1002/pon.5103

Profession-Specific Resources: Social Workers
CareSearch Information for Social workers in palliative care
Quicksearch: Tailored PubMed search for studies in palliative care - select 'Social Workers'
as a topic
Palliative Care Social Work Australia: Palliative & End of Life Care Social Work Standards
Palliative Care Social Work Australia: Homepage
Wang CW, Chan CLW, Chow AYM. Social workers' involvement in advance care planning: a
systematic narrative review. BMC Palliat Care. 2017 Jul 10;17(1):5. doi: 10.1186/
s12904-017-0218-8.

Profession-Specific Resources: Speech Pathologists
CareSearch Information for Allied Health: Speech Pathologists in palliative care
Quicksearch: Tailored PubMed search for studies in palliative care - select 'Speech
Pathologists' as a topic
Palliative Care Australia: 10 minutes with Laura Chahda (Speech Pathologist)
A video from the Palliative Care Bridge Speech pathology and palliative care (Prudence Ellis)
Chahda L, Mathisen BA, Carey LB. The role of speech-language pathologists in adult
palliative care. Int J Speech Lang Pathol. 2017 Feb;19(1):58-68. doi:
10.1080/17549507.2016.1241301.
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My Toolkit
State-Specific
Resources
State-Specific Resources – New South Wales
Palliative Care NSW: https://palliativecarensw.org.au/
CareSearch: State Resources - New South Wales
Palliative and End of Life Care: A blueprint for improvement, NSW Agency for Clinical
Innovation: https://aci.health.nsw.gov.au/palliative-care-blueprint

State-Specific Resources – Victoria
Victoria’s end of life and palliative care framework, VicHealth: https://www2.health.vic.gov.
au/hospitals-and-health-services/patient-care/end-of-life-care/palliative-care/end-of-lifeand-palliative-care-framework
CareSearch: State Resources - Victoria
Palliative Care Victoria: https://www.pallcarevic.asn.au/

State-Specific Resources – Tasmania
The Tasmanian Palliative Care Formulary: https://www.dhhs.tas.gov.au/palliativecare/
better_access_to_palliative_care_project_outcomes_2012_-_2017/project_activities/
the_tasmanian_palliative_care_formulary
Tasmanian Palliative Care Policy Framework: https://www.health.tas.gov.au/
palliativecare/tasmanian_palliative_care_policy_framework_2018_-_2021
CareSearch: State Resources - Tasmania
Palliative Care Tasmania: https://www.pallcaretas.org.au/
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Resources
State-Specific Resources

State-Specific Resources – Queensland
Palliative Care QLD

• Position Statements: https://palliativecareqld.org.au/positionstatements/
• Connecting end-of life-care in Townsville project: https://palliativecareqld.org.au/celct
PalAssist: A guide to palliative care in QLD: https://www.palassist.org.au/
CareSearch: State Resources - Queensland
Statewide strategy for end of life care 2015, Queensland Health: https://
www.health.qld.gov.au/improvement/projects/end-of-life-care
Clinical Excellence Queensland, Care at End of Life Project: https://
clinicalexcellence.qld.gov.au/improvement-exchange/care-end-life-project

State-Specific Resources – South Australia
From SA Health: End of Life care
Palliative Care South Australia: https://pallcare.asn.au/
CareSearch: State Resources - South Australia

State-Specific Resources – Western Australia
WA End-of-Life and Palliative care strategy (2018-2028)
Palliative Care Western Australia: https://palliativecarewa.asn.au/
CareSearch: State Resources - Western Australia

State-Specific Resources – Australian Capital Territory
Palliative Care Australian Capital Territory: https://www.pallcareact.org.au/
CareSearch: State Resources - Australian Capital Territory
ACT Department of Health: Palliative Care Resources

End-of-Life Essentials is funded by the Australian Government Department of Health. End-of-Life Essentials is based on the Australian Commission
on Safety and Quality in Health Care’s National Consensus Statement: Essential elements for safe and high-quality end-of-life care, and the
Commission provides ongoing advice to the project. End-of-Life Essentials is in partnership with CareSearch palliative care knowledge network.

67

Resources
State-Specific Resources

State-Specific Resources – Northern Territory
Palliative Care Northern Territory: https://pallcarent.org.au/
CareSearch: State Resources - Northern Territory
NT Department of Health: Palliative Care Resources
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My Toolkit
Resources for you
to Adapt and Adopt
Here are some example phrases for you to adapt and adopt
to your practice:
• Timing of discussion (86kb pdf)
• Preparation for the discussion (80kb pdf)
• Physical and social setting (117kb pdf)
• How to discuss prognosis and end-of-life issues (145kb pdf)
• General strategies to facilitate hope and coping during prognostic and end-of-life
discussions (132kb pdf)
• Commencing or changing disease-specific treatments (115kb pdf)
• Cessation of disease-specific treatments (112kb pdf)
• Introducing specialist palliative care services (120kb pdf)
• Discussing life expectancy (126kb pdf)
• Discussing future symptoms and symptom management (118kb pdf)
• Advance care planning (127kb pdf)
• Discussing the process of death and dying (130kb pdf)
• Requests by family members to withhold prognostic or end-of-life information
from the patient (115kb pdf)
• Dealing with conflicts (eg, differing family opinions, conflicts between doctor and
patient or doctor, patient and caregiver (110kb pdf)
• Dealing with denial or expectations that are not consistent with clinical evidence
(eg, requests for medically futile treatments) (115kb pdf)
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