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INTRODUCTION

The Australian College of Critical Care Nurses Limited (ACCCN) is the peak professional
nursing association representing critical care nurses in Australia.! The purpose of this ACCCN
Position Statement is to provide evidence-based practice recommendations to support
nurses in providing consistent, patient- and family-centred end-of-life care to children,
young people and their families in critical care.

BACKGROUND

End-of-life care is a core component of critical care nursing practice. For parents and family
members, a child’s admission to critical care is a stressful, traumatic and often unexpected

event.?* The unfamiliar care environment,® and uncertainty* > can contribute to feelings of
disconnection from the child and typical familial roles.* ® The experience can impact family
members’ physical and mental health,? 78 with long-lasting consequences.’

Thus, how critical care nurses provide end-of-life care to a child, and support families is
important.1° High quality end-of-life care must include optimal communication and
information sharing, facilitating family presence and participation, privacy and dignity,
respecting personhood, cultural and spiritual needs, preparation for death, memory-making,
care after death and bereavement support.1**> Whilst the Australian Commission on Safety
and Quality in Health Care provides national guidance for safe and high-quality paediatric
end-of-life care,® it is not specific to critical care.
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KEY TERMINOLOGY
For the purposes of this Position Statement, the following definitions are provided:

Critical care refers to all critical care or intensive care (ICU) environments in which critically
ill children and young people receive care.'’

Child/children and young person/people are used inclusively to refer to all children
between 28 days and 18 years.'®1°

End-of-life care refers to the physical, psychosocial, cultural and spiritual assessment, care
and treatment provided when a child or young person is approaching death, including care
associated with limitation or withdrawal of life-sustaining treatment, care during dying, care
immediately after death, and support for parents and family.?°

Family encompasses those people identified as important to the child or young person and
may include parents, carers, siblings, extended family and other significant people.??
Recognition of family structure, relationships, culture, beliefs and individual preferences is
fundamental to family-centred end-of-life care.

Nurse is used to refer to all registered nurses working in critical care, with or without
specialist critical care postgraduate education.

METHOD OF DEVELOPMENT

This position statement was developed using a three-stage process. A systematic review was
undertaken to synthesise the research evidence about nurses’ and parents’ experiences of end-
of-life care in critical care for children.'? Forty-one evidence-based practice recommendations
were developed, then assessed for consensus and face validity through a modified eDelphi
process, by clinical experts. Parent researchers, with lived experience, evaluated the
meaningfulness of the practice recommendations. A senior nurse leader provided feedback on
the future implementation of the practice recommendations.

POSITION STATEMENT

The ACCCN endorse the following 41 evidence-based practice recommendations, which
represent the minimum standards for paediatric end-of-life nursing care. Importantly, the
practice recommendations should be individualised to the dying child and family. Nurse
leaders should use the recommendations to inform local policies, education and quality-
improvement initiatives. Individual nurses can use them to reflect on practice, particularly
communication and preparation of families for the dying process and end-of-life care.
Implementation will require organisational commitment, policy alighnment and consideration
of local models of care and resources, alongside, access to education and opportunities for
reflection and debriefing within the context of local resources, policies and models of care.
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Practice recommendations
The practice recommendations below are grouped, reflecting the needs of children and
young people, their parents and families, and the nurses providing care.

To optimise communication at the end of life, critical care nurses should:

1. Encourage and support family members to ask questions and share their views and
needs as desired.

2. Work with the multidisciplinary team to promote regular, open communication
with family members at the bedside, during ward rounds, and in formal family
meetings.

3. Ensure written and verbal information is consistently presented in an accessible
and understandable format using non-technical language.

4. Ensure communication is honest, unambiguous, sensitive and appropriately paced
to optimise comprehension.

To support end-of-life decision making, critical care nurses should:
5. Prioritise the development of a trusting relationship with family members
6. Identify whether the dying child verbalised or documented their wishes or

preferences

7. Identify and explore beliefs, ethical or legal concerns that may impact on decision
making

8. Explore and document family member preferences for involvement in decision
making

9. Explore and document family member preferences for involvement of extended
family, faith or cultural leaders in decision making

10. Ensure family members have sufficient time and information to enable decision
making, as desired

11. Offer support and reassurance and demonstrate respect for parent and family
member wishes

To minimise suffering at the end of life, critical care nurses should:
12. Identify and address possible signs of physical, emotional, or psychological suffering
in the dying child
13. Regularly assess and review actions that promote comfort and dignity for the dying
child
14. Explore and respond to family member perceptions of suffering in the child

To optimise care at the end of life, critical care nurses should:
15. Explain the possible actions and care processes prior to death
16. Ensure care aligns with the agreed plan of care

Support the child’s parents and family members to care for the child by:
17. Facilitating a private, quiet space for the dying child and family members, with
nursing staff nearby as needed
18. Building rapport and connection with parents and family members
19. Facilitating opportunities for interaction and physical contact, and to provide care
and comfort for the child
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Honour the personhood of the child by:

20. Talking and engaging with the child

21. Acknowledging and caring for the child as a person, not a patient

22. Attending to the child’s physical appearance

23. Minimising equipment and technology attached to the child, or in the bed area that
may impact family engagement with the dying child

24. Support family members to remain present when their child is dying, including
during CPR, according to their preferences

To optimise care after death, critical care nurses should:
Offer practical support to family members by:

25. Providing a private space for family members to spend time with their deceased
child, in accordance with their wishes

26. Ensuring family members are supported in cases where the child’s death
necessitates involvement of police or other external agency

27. Facilitating involvement in post-mortem care (e.g. washing and dressing the child)
as desired

28. Facilitating memory making or keepsake activities, for parents, siblings and family
members as desired

29. Facilitating access to cultural or faith-based services or supports

30. Continuing care until they leave the hospital

31. Allocating a nurse known to family members, where possible

32. Acknowledging and responding to family members’ expression of emotions, as
appropriate

33. Demonstrating compassion, kindness and maintaining child’s dignity

Support ongoing bereavement care, where possible, by:

34. Acknowledging that needs may vary between mothers, fathers and other family
members

35. Offering written information about grief and bereavement resources and services.

36. Sending a condolence letter, following up by telephone and/or attending the child’s
funeral, if appropriate.

37. Offering a follow-up meeting with member/s of the treating team, to debrief, and
respond to questions.

To support nurse wellbeing, critical care nurses should:
38. Acknowledge the range of impacts that a child’s death may have on self and
colleagues.
39. Respond to distress in self and colleagues.
40. Engage in education and training related to end-of-life care and staff wellbeing.
41. Engage in self-care activities and seek support from preferred sources as desired.
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