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Lumpy Junk Make Me Die?”

Advance Care Planning Conversations with Children

KKerry Gordon, Nurse Practitioner— Paediatric Palliative Care Service, Children’s Health Queensland HHS & Dr Teresa Tan — KTP-NUCMI, National University Hospital, Singapore

Goals of ACP Conversations A Bubble Bath Provided an Opportunity Some ACP Tools Used by Emily and her Family —
.

*  Who is this child? What do they enjoy? What do they . . . . . diatric .
find hard? How do they experience their illness and Em.lly'started the ACP con\{ersat.lon with her family, whilst * Tools to help the family have ongoing conversations Zi:(el:\enlol f)hmces
treatment? enjoying one of her favourite things — a bubble bath! o Tools toinclude Emily >

“ . : on
e Timely discussions with parents and the child (if Z:e“:,ssk;i?nei??:; mz:::]':‘x::tti;ng:;;:ﬁ:nbeuffhose * Tools to document goals and wishes
ibl helpto i derstanding of th iatri i i
Eﬁ:?*s ;)rol‘;:‘t/)sii zng 'F’Teppfg‘r/:fl“)': f::jrzr;itl:agti(z;ns e to be honest. Said “yes” whilst providing reassurance “not * Paediatric Statement of Choices, My Wishes and a PARP

right now” and making her feel safe and supported. Emily’s (Paediatric Acute Resuscitation Plan)

* Respectthe child and family’s values, wishes and goals family continued to include Emily in ACP conversations and
* Non-medical goals e.g., holiday, graduating from school, therefore:

birthdays How Emily Would Like to be Cared for

* Gave her a sense of

* General Medical and Supportive Cares e.g., antibiotics, control - ; 'j
blood products, preferred location of care, resuscitation o Provided Emily with — H H
planning opportunities‘;o —_ = Communlcatlon ] ?oj\lsp::)fi?;?s for Emily not to be in pain or to suffer.
¢ Organ and Tissue Donation . observe, reflect, think m e Emily’s parents would like to only have interventions
* |tcan be hard to know when to introduce the concept of and talk “If possible try not '** that sustain Emily’s independence and quality of life.
ACP to a family and to know if they are ready N to spring these

things on me,” Locations of Care

Supporting Emily and Her Family A e Emily has expressed the wish to die in hospital as s

with ACP Conversations has positive memories there and she feels safe.

* Emily would like photos of family and friends in her
room if she is in hospital but they should be pulling
silly faces!

Emily likes to
know what’s
¢ Dynamic and ongoing process happening to
e Time and patience her and why and
Relationship building and trust have some time to ligious/Cultural F es

* Adelightful 4-year-old girl
e Diagnosed in December 2021
with a DIPG brain tumour

® Emily called her tumour ‘lumpy
junk’

“Please don’t finish my or cultural preferences or goals

I Love: Cuddles, Paw Patrol, tickles, sentences for me!”

bubbly baths, music, telling jokes,
swimming
My Favourite Things: Frankie the
Flamingo. It is important these stay with
me especially when | am feeling sick, in hospital.
Sometimes | Feel Scared of: Being lonely, giants and
people touching or harming Frankie the Flamingo — Emily
can be overstimulated by noise and/or lots of people

End of Life Care

* Emily has a PARP which documents her parents’
wishes for appropriate treatment when she
deteriorates and/or is at end of life.

Tumour and Tissue Donation
e Emily’s parents would like to donate Emily’s tumour

consider corneal donation.
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1 Thank you to Emily and her family for showing us how to be brave to have these important
conversations and to hear the voice of the child or young person no matter their age.

¢ Emily and her family do not have any specific religious

to research after she has died. They would also like to

Being Brave
Giving The

Child a Voice
Often the child

leads us
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