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The foundation

Difficult 
conversations

Ongoing Updates 
daily

Relationship built on good 
communication and trust.

Truthfulness/veracity
Trustworthiness
Integrity
Respect for persons
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Family
Communication

On Initial Admission

Daily Updates

Adverse/unplanned events

Complex Case discussions

End of Life Discussions



Sharing information on admission

• Introductions 
• Visiting /lodging; other logistics
• Infection control
• Monitors and machines
• Lines, devices, feeding
• Analgesia and sedation
• Clinical condition, pathophysiology, disease severity
• Treatment plan, and expected outcomes







Family
Communication

Daily Updates

Adverse/unplanned events



PACES tool







Family
Communication

Complex Case discussions



Complex case Discussions









Family
Communication

End of Life Discussions



Navigating end of life conversations

Difficult 
conversations

Ongoing Updates 
daily

Relationship built on good 
communication and trust.

Truthfulness/veracity
Trustworthiness
Integrity
Respect for persons

Palliative care 
involvement EARLY on!

Child is dying/Has died

Necessary for 
withdrawal/limitation of treatment



“Futility”  vs “Inappropriate Therapies”

“ICU interventions should generally be considered 
inappropriate when there is no reasonable expectation 

that the patient will improve sufficiently to survive 
outside of the acute care setting, or when there is no 
reasonable expectation that the patient’s neurologic 

function will improve sufficiently to allow the patient to 
perceive the benefits of treatment” 

Kon et al 2016



Withdrawl/Witholding of life-sustaining 
therapies

•Life is limited in quantity
•Life is limited in quality
• Informed competent refusal of treatment

Larcher V et al Arch Dis Child 2015 (supp2) s1-23



LEARN Model

L Listen with sympathy and understanding to the 
patient’s/ parent’s perception of the problem

E Explain your perceptions of the problem
A And discuss differences and similarities
R Recommend treatment
N Negotiate agreement



Practical Guidance
• Take into account the 

context.  
• Remember its not an “all or 

nothing”
• Clarify what parents are    

asking 
• Try to collaborate with family
• Maintain professional 

integrity
• Seek support and 

engagement of other 
members of the 
multidisciplinary team.



Shared Decision 
Making

Both parents and health care 
providers are involved in making 
decisions for paediatric patients, 

as both are presumed to have 
some second-person knowledge 
of the child’s own wishes, values 

and goals 

However:  neither of them 
are going to be the ones to 

live with the results of 
these decisions.



The Best Interest 
Standard

“Children are not property, 
are not objects, are not a 

means to an end, but have 
moral claims of their own” 

Bester 2019



• Best Interest Standard all things considered (for child)
• For whom? Parent / Child 
• Overarching benefit as well as short-term
• Rights to “open future” and “Rights in trust” (future 

autonomy)

Beneficence

• Avoid high-risk, low-probability interventions which 
may cause suffering disproportionate to benefits

Non-maleficence

• Responsible stewardship of resources (esp in 
resource-limited environments)

Justice

Human Dignity



Paediatric 
Disclosure

Age and developmental capacity are 
important

Children should be allowed opportunity to 
participate in their care to the extent possible

Its not an “all or nothing”  (false dichotomy)

Religious/cultural considerations





Time



Time

Don’t take 
families grief 
personally

Look after your 
own wellbeing too



No end to care

You matter because you are you, and you 
matter to the last moment of your life.  We 
will do all we can to help you not only to 
die peacefully, but also to live until you 
die”

- Dame Cicely Saunders


