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— Introduction — {Guidance

Paediatric palliative care ‘embraces

* In the United Kingdom 36% of children die unexpected National frameworks (Royal College of Nursing I°), physical, emotional, social, and spiritual
deaths [1] National Institute for Health and Care Excellence [¢! elements, and focuses on enhancement of
* The possibility of sudden deterioration creates challenges and Together For Short Livesl®]) provide useful quality ofIife fOI” the child/young
to conduct effective planned palliative care within a highly resources for palliation in children .
stressful environment to facilitate the best outcome for the However: ] person and supp Ol‘tf or thef amlly ,It
child, parents and medical professionals (MDT) [2] * These are not specific to PICU includes the management of distressing
e When caring for children, nurses should identify the * Unexpected deaths are not included in the symptoms, pI‘OViSiOI’I OfShOl"t breaks and
priorities for the child and the family whilst managing guidance care thro ug h death and
symptoms and withdrawal [23] They can however provide useful resources to guide 3]
 An awareness of key aspects of nursing care guides nurses decision making and highlight key area of care to | bereavelm ent'”.
_ ‘ s o
to achieve a ‘good death’. [4] prioritise Together For Short Lives Fig Ref [3]

e ‘A death (or collapse leading to death) e The possibility of sudden e The child receives optimal clinical care

of a child, which would not have been deterioration in PICU, or prior to from a compassionate, respectful, and
reasonably expected to occur 24 hours admission, can result in a short period communicative multidisciplinary staff,
previously and in whom no pre- of time between the recognition of and patient and family situational and
existing medical cause of death is futility in treatment to the child's psychosocial-spiritual needs are

apparent’ [} death(2], identified and met!8!

Nurses play a vital role in how the death of a child occurs!”!

Key Aspects of Nursing Care The main palliative care priorities for unexpected deaths should focus on the best
N — interests, and needs, of the child and the family supported by key aspects of nursing care:!!

in PICU
Case Study:

e Verbal and non-verbal communication between the family for conveyance of sensitive information!®1%-The child's
condition and circumstances create barriers to this process!11.12]

« Communication to prioritise parents ability to fulfil the parental role!3l- Health care professionals should provide

e 12 year old, Previous]y fit and well Communication compassionate, sensitive, competent and concise information4-
. : - * Tone accounts for 38% and non verbal cues 55% of feelings and attitudes in information shared!'!
o
Atrlolventrlcular Malformation Rupture * Communicating with children post mortem to show humanity and respect [l )
* Admitted 0800 to PICU after surgery « Aim to provide optimum quality of care to the child and family>¢! )

« ‘The complex nature of interventions and the possibility of rapid deterioration in patient conditions make
communication between caregivers essential in order to ensure continuous, effective patient care’l'7}

« Aiming for a culture of respect, interprofessional communication and support of other health care providers,
helps to overcome barriers to MDT working!18!-

 Nurses have an unparalleled opportunity to facilitate a good death experience!®!

finding catastrophic brain swelling
* Withdrawal of invasive treatment 1600

{
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e ‘Sudden or traumatic deaths require clinicians’ close attention to fast-evolving clinical symptoms as
well as acknowledgment of families in crisis’l®l-

Symptom e Children with unexpected deaths receive less analgesia and sedation!'°l. The use of recognised Pain and Sedation
Management scoring systems,[2%], allows recognition and response to factors contributing to pain and non-pharmacological
needsl® The Association for Paediatric Palliative Medicine Master Formulary!?!land TFSL Basic Symptom
Controll?2] provide resources for symptom management.

J
e ‘The best interests of the child shall be a primary consideration >3- Withdrawal of treatment in an )
unexpected death may create some controll?42l-
Withdrawal or e Acknowledgement of ethical permissibility of withdrawal and withholding within culture, religion and the law!2>!:

- . Reorientation e Royal College of Paediatrics and Child Health framework: When life is limited in quality, quantity or informed
] competent refusall?>lIn the situation of the unexpected death of a child parents and clinicals may disagreel!? 26
however the child's best interest should not be lost [2°]

AN

Sustaining the wellbeing of the patient, family and healthcare professionals!>°!:

Parental grief is more intense than any other forms of griefl?’]: Clinicians should have an understanding of grief
models: Kubler Ross,[?8] The Dual Process Modell?°}

a
.

. « Parents should be offered a bereavement meeting to discuss the child allowing questions to be answered!3°!
» Acknowledgement of secondary traumatic stress and moral distress in nurses 24 31] Y,
- - Sudden, unexpected deaths emphasise the importance of care continuing into the post mortem and

bereavement stages where time is less of a barrier. This allows families time with their child, to
process information and begin to grieve. This time also allows for reflection from the MDT. It is
important that the key aspects of nursing care are continued throughout the bereavement stage
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— Implications For Practice — g5 = Conclusion —
- S L e b —_ ‘# - i ] ] ] ar— -’( . -
b < '  The unexpected death of a child is challenging for everyone involved

+'* Prioritising what matters helps healthcare professionals facilitate a

Effective V?

.

i Prioritising Knowledge . | good death and gives parents the ability to fulfil the parental role
i q the child's of available mveria ’ and grieve
WOTKINg an best guidance SUPPOr ?56] * Nurses should utilise skills in developing therapeutic relationships
palliative . (23] wellbeing!l> : e o e .
interests [3,5,6,21,22] in order to prioritise key aspects of palliative care specific to the

=\ support

child and family unit and recognise the importance of palliative care

. . ,"".‘ < . ' P

SAET - § 13 ¥ - extending post mortem.
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