
Palliative Care: 
We’re the Fire Department, Not the Fire

DR K ATE R ENTON

CONSULTANT  I N  PA EDI ATR IC  PA LL I AT IVE CA RE

KATE.RENTON@UHS.NHS.UK

mailto:kate.renton@uhs.nhs.uk


MYTHS!

Dying

Oncology

Depressing

Hospices

Niceness and Tea
(BMJ 12/11/19)

What is Paediatric Palliative Care about?

“She’s



Take Home Points

Know how to introduce palliative care

Think about developing pathways involving palliative care

Work collaboratively with palliative care team locally



Jared Rubenstein: Palliative Care PSA We’re the fire department not the fire

https://www.youtube.com/watch?v=SLz35SnCM_Q


What is Paediatric Palliative Care (PPC)?

“An active and total approach to care, 
from the point of diagnosis or recognition, 
through the child’s life, death and beyond. 

It embraces physical, emotional, social and spiritual elements and focuses on 
the enhancement of quality of life 

for the child/young person and support for the family. 
It includes the management of distressing symptoms, 

provision of short breaks and care through death and bereavement.” 

(Together for Short Lives, 2013) 



What can we do?

Location

Identify 
support 
options

Advance 
Care 

Planning

Symptom 
Management

Anticipating 
issues e.g. 

ethics

Co-ordinate 
end of life 

care

Refer to 
bereavement 

support



It’s not giving up

You don't have to stop curative therapy to start palliative care. 

Instead, they can proceed together. 

We often say that we are "hoping for the best, 

but planning for the worst."



Why does it matter?

44

25 years 
after Fontan



What is the expectation?





Who does PPC?

Blume, E.D. et al. (2023) ‘Palliative care across the life span for children with heart disease: A scientific statement from the American Heart 
Association’, Circulation: Cardiovascular Quality and Outcomes, 16(2). 



Who should have 
PPC input?



How to 
introduce PPC?

I wish we could fix your child’s heart and I promise that I 
will continue to look for options that could work for her. 
But I worry that there is no curative option out there. 
I wonder if we should think about how to manage her 
symptoms if we cannot make her better. In this situation 
we ask our colleagues who are expert in this to help. They 
are called the palliative care team…



Patient 
pathways

• More debate/discussion about this later?





SLIDO: What are the barriers for your 
team in referring to palliative care?
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