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Murray et al describe late palliative care as a missed opportunity to do better for patients, families 

and healthcare services (1). Their work has focused on adults, but there is also a need to do better 

for the growing number of children and young people (CYP) who could benefit from palliative care 

(2). Just as with adults, palliative care for CYP is often delayed, with referrals to specialist services 

occurring late in the course of illness, if at all (3).  

The effective delivery of palliative care for CYP within resource constraints is the subject of ongoing 

debate (4). The need for clinicians to embed the principles of palliative care in their routine practice 

ŝƐ ƉĞƌƚŝŶĞŶƚ͖ ͞ƉĂůůŝĂƚŝǀĞ ŵĞĚŝĐŝŶĞ ŝƐ ŽŶůǇ ŐŽŝŶŐ ƚŽ ŚĂǀĞ ŝƚƐ ŐƌĞĂƚĞƐƚ ĞĨĨĞĐƚ ǁŚĞŶ ĞǀĞƌǇďŽĚǇ ĨƌŽŵ ƚŚĂƚ 
ũƵŶŝŽƌ ŶƵƌƐĞ Žƌ ũƵŶŝŽƌ ĚŽĐƚŽƌ ͙͘͘ ŚĂƐ ƚŚĞ ƐŬŝůůƐ ƚŽ ĚĞůŝǀĞƌ ƚŚĂƚ ĐĂƌĞ ƚŽ ƚŚĞŵ ŝŶ ƚŚĞ ǁĂǇ ƚŚĂƚ͛Ɛ 
ĂƉƉƌŽƉƌŝĂƚĞ ĨŽƌ ƚŚĂƚ ĐŚŝůĚ͟ ;Dƌ A TŚŽŵƉƐŽŶ͗ https://vimeo.com/170747606). 

Our current research is with CYP who are living with life-limiting and life-threatening conditions, and 

ƚŚĞŝƌ ĨĂŵŝůŝĞƐ͘  TŚĞ ƌĞůĞǀĂŶĐĞ ŽĨ MƵƌƌĂǇ Ğƚ Ăů͛Ɛ ĐŽŶĐĞƉƚ ŽĨ ŵƵůƚŝ-dimensional wellbeing trajectories is 

highly evident in our interviews, with additional trajectories becoming clear for CYP. An education 

trajectory aligns closely with, but is distinct from, psychological and social trajectories. There is also 

an information and knowledge trajectory; describing when information is provided to CYP and 

families and how that contrasts with the knowledge they acquire as their condition and treatments 

progress (5).  

RĞŐĂƌĚŝŶŐ ƚŚĞ ƚĞƌŵ ͞ƉĂůůŝĂƚŝǀĞ ĐĂƌĞ͕͟ CYP ǁŚŽ ŚĂǀĞ ƌĞĐĞŝǀĞĚ ƐĞƌǀŝĐĞƐ ĨƌŽŵ Ă ĐŚŝůĚƌĞŶ͛Ɛ ŚŽƐƉŝĐĞ 
ƌĞƉŽƌƚ ƚŚĂƚ ƚŚĞǇ ŚĂǀĞ ŶĞǀĞƌ ŚĞĂƌĚ ƚŚĞ ƚĞƌŵ͕ ƉĞƌĐĞŝǀĞ ŝƚ ŶĞŐĂƚŝǀĞůǇ ĂŶĚ ĚŽŶ͛ƚ ƌĞůĂƚĞ ŝƚ ƚŽ ƚŚĞŵƐĞůǀĞƐ͘ 
TŚĞǇ ƉƌĞĨĞƌ ƚŚĂƚ ŝƚ ŝƐŶ͛ƚ Ƶsed. Previous research suggests similar responses from parents (6). These 

opinions warrant further consideration.   
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