
Palliative Care in Paediatric 

Nephrology

Steve AlexanderSteve Alexander

Children’s Hospital at Westmead



How common is ESRF and death in 

children?

• 70s

• 80s

• 90s

• 2000s• 2000s





Survival with ESRF



Who

• Advance warning: Prenatal Testing

• Predictions

• Anuric neonate

• Neonate with multiple disabilities• Neonate with multiple disabilities

• Syndromic but can go home

• Other Causes

– Cancer

– Infection

– Accident



Causes of ESRF in Children (ANZ)

By Age



Causes of ESRF in Children (ANZ)

By Decade



Relative Risk of Death with ESRF





Absolute Risk of Death With RF



Initial Treatment for RF









Burden of Disease

• Dialysis

• Transplantation• Transplantation





At Westmead 

• Discussion about renal failure 

• Therapies: information risk 

• Role of the parent in representing the child

• Often second opinion

• Often a gradual decision making process• Often a gradual decision making process

• Providing information

• Getting to know the family

• Helping parents to make a decision together

• Empowering the parents

• Aiming to be culturally aware 

• Active decision not to proceed with care





Framework for Discussion

• Parents central

• Child is informed

• Etiquette for dying children

• Active Listening• Active Listening

• Areas of commonality

• Shared values of parents

• Strengths of the child



Team

• A variety of people who play a role:

• Religious

• Social Work

• Family• Family

• Community

• Nursing

• Paediatrician/GP



If Dialysis is not Taken Up

• In children receiving palliative treatment

• What does the family want.

• Home

• Hospital • Hospital 

• Bear Cottage

• Involvement of palliative care team.



How to plan

• Need for a plan (written)

• Death expected but sudden 

• Death unexpected ICU• Death unexpected ICU

• Death outside the hospital  

– Transplants risk taking behaviour.  

– Malignancy

– Infection



Follow up

• Family

– PM

– Genetic 

– ICU review– ICU review

• Team






