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Case History
• 9 year-old girl with DIPG
• Six months after radiotherapy, symptoms recur
• Slow loss of cognition and motor skills
• Now experiences pain and distress, but 

otherwise unaware
• Admitted to PICU with chest infection
• Parents express strong preference that she 

should be ventilated
• PICU team is not sure it is the right thing to do



Keeping 
child’s interests 

paramount
Respect for 
autonomy

• Self-rule, free from 
controlling influences; 
meaningful choice
• Extends to possessed 

objects, but not to other 
people (including children)
• What happens to child 

impacts on parents

• Child’s interests relate to quality of life 
as well as duration

• Doctors are best placed to evaluate 
some interests

• But parents are best placed to 
evaluate others



Keeping 
child’s interests 

paramount
Respect for 
autonomy Proceeded to ventilate because:

• Parents’ preference for ventilation was reasonable 
(even though, on balance, doctors disagreed with it)

• Parents’ lives would be made better by meeting their 
preferences



Case History

• She is ventilated, but does not recover

• Six weeks later it is clear she will never be 
able to come off the ventilator

• Nurses and parents agree that ventilation 
and suction are causing her distress and 
pain

• Doctors explain that ventilation is causing 
more suffering than benefit and should 
stop

• Parents reply:  “We don’t care how much 
she suffers, as long as she is alive”



Keeping 
child’s interests 

paramount
Respect for 
autonomy

• Parents’ preference is no 
longer reasonable

• Child’s life will be made worse 
by meeting parents’ 
preferences
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Bad ways to 
resolve 
conflict

• Don’t ask parents what they want in 
the first place, because doctors are 
always right about medical decisions
• Do whatever parents want, because 

ultimately it’s their decision
• The ‘sleight of hand’ approach



The sleight of hand approach

What would you 
like us to do ?

I’d like you to 
discontinue 
ventilation

Well, if you’re sure 
that’s what you want. 

It’s your decision.

Yes, I’m sure

OK, then. That’s what 
we’ll do.



The sleight of hand approach

What would you 
like us to do ?

I’d like you to 
discontinue 
ventilation

Well, if you’re sure 
that’s what you want. 

It’s your decision.

Yes, I’m sure

OK, then. That’s what 
we’ll do.

>Whew<

How about that for 
shared decision-making 

?

Please say ‘discontinue 
ventilation’ …



The sleight of hand approach

What would you 
like us to do ?

I can’t bear to stop. 
Please continue 

ventilation

Errmm … are you sure 
?

Yes, I’m sure

Have another go

Please say ‘discontinue 
ventilation’ …

Yikes ! What do I do 
now !?

What do you mean ? 
You asked me what I 

wanted you to do.
Yes, but that’s not in your 

child’s interest.  We’re going 
to need to go to Court.

Hopefully she’ll 
change her mind

This parent is so
unreasonable



Bad ways to 
resolve 
conflict

• Don’t ask parents what they want in the first 
place, because doctors are always right about 
medical decisions

• Do whatever parents want, because ultimately it’s 
their decision

• The ‘sleight of hand’ approach



Keeping 
child’s interests 

paramount

Candour
(‘truth-telling’)

Respect for 
autonomy

• It is not always “ultimately parents’ choice”

• To pretend that it is would be dishonest

• Parents’ opinion is no longer 
reasonable

• Child’s life will be made worse 
by meeting parents’ 
preferences
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Good ways to resolve conflict

What is objectively in the 
interests of the child

What is against the 
interest of the child, 
but only trivially 
(‘tolerable harm’)

What is not permissible, because 
it is objectively and meaningfully 
against the interest of the child 

Interests that are 
defined by parents’ 
judgment
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What is objectively in the 
interests of the child

What is against the 
interest of the child, 
but only trivially 
(‘tolerable harm’)

What is not permissible, because 
it is objectively and meaningfully 
against the interest of the child 

Interests that are 
defined by parents’ 
judgment

The Zone is NOT saying:
• “Whether a medical decision is right or not depends on whether it is what parents want.”

It IS saying:

• Sometimes the healthcare teams’ preferences are not the only reasonable ones
• Sometimes a significant harm to parents can outweigh a trivial harm to a child



Keeping 
child’s interests 

paramount

Candour
(‘truth-telling’)

Respect for 
autonomy

• Be humble “I prefer this course of 
action [for these reasons]. 
But what you prefer is also 
reasonable and I will 
support you in it”

• Be honest from the outset“Your authority over your child’s medical treatment is not unlimited; we will only do what is in his interests”

• Make only keepable promises 

“We will always treat you with 

respect as colleagues who are 

expert in your child” 

(not “We will always do what you 

ask”)

• Be compassionate 

There are times when even the 

certainty of trivial harm to a 

child might be outweighed by 

the probability of significant 

harm to parents.

“You won’t have to take the decision on your own.  There will be 
many opportunities to explore with the healthcare team what you 
feel is the best thing for your child, and for them to  do the same.” 



Summary
• Three ethical principles:

• Respect for parental autonomy
• Does not extend to child (child is not a possession) 
• But decisions impact on parents – their interests matter

• Keeping child’s interests paramount
• Some interests are best defined by parents - but not all
• ‘Tolerable harm’

• Candour (truth-telling) and trust
• We should not pretend that all parental choices are permissible
• We should not manipulate parents to make choices (even right ones)



Summary
• In resolving conflict between those three 
principles:
• Make only keepable promises (and know what 

those are)
• Be honest from the outset about limits of 

parental freedom to choose (and know what 
those are)

• Discretion (1); be humble – recognise when our 
preference might not be the only reasonable one 

• Discretion (2); be compassionate – recognise
that parents can sometimes be significantly 
helped by actions that cause only trivial harm to 
their child


