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Objectives 
• Provide an overview of PPC 

• Outline current issues and trends in PPC

• Use a case to highlight issues of transition to adult 

services

• What is the future of PPC



What is Pediatric 
Palliative Care?

Pediatric Palliative Care prevents, 
identifies and treats suffering in infants, 
children and adolescents with serious 
illnesses, their families, and the teams 
that care for them. It is appropriate at 
any stage of the illness, and can be 

provided together with disease-
directed treatment. 



Evolving focus of care 

• Prognostic uncertainty

• Improvement of diagnosis and options for treatment and 
management

• Increasing use of technology
o gastrostomy, home TPN, tracheostomy, assisted ventilation

o Video conference for communication

o Apps

• Immunotherapy – modulating therapies

• Gene therapy

• Deaths will still occur

• Te Wa Aroha - Advanced care planning

• Transition 



61% - Non 
Cancer

• Congenital/Genetic

• Neurology

• Perinatal 

• Metabolic

• Cardiac

• Respiratory

39% - Cancer

• Brain Tumours 

• Relapsed Disease

• Stage IV Alveolar 

Rhabdomyosarcoma

• Progressive Solid 

Tumours

• Adverse Effects of 

Treatment

Conditions seen by Starship PPC
Jan 2016 – Nov 2017







Feudtner et al, Pediatrics 2011

Survival of patients receiving PPC



Feudtner et al, Pediatrics 2011

Drugs received by 
patients receiving PPC



Feudtner et al, Pediatrics 2011

Signs and 

symptoms of 

patients 

receiving 

PPC services



• Children with serious illnesses and their 
families benefit from PPC 

• Earlier initiation of  PPC  improves symptom 
management & quality of life

• May lead to prolonged life

Impact of pediatric 
palliative care



Introducing Paediatric 
Palliative Care – Case 

“J”

• 6 year old boy

• Maori family

• X-linked Adrenoleukodystrophy, Dx 3 yrs

• Recent progression of disease

• Role: 

o general family support 

o symptom management



Case “J”

• 5 years later

• General deterioration

• Symptoms support; admissions for 
pneumonia’s, secretions, dyspnoea 
requiring oxygen at home

• Family/whanau meeting with key 
health professionals

• Communication & negotiation



Te Wa Aroha:

Allow Natural Death & Advanced 

Care Planning

• Development 

• A.N.D. – focusing on what will be done versus what 
will not be done

• Te Wa Aroha

NFR

or

DNR

A.N.D.

(Allow Natural 
Death)



Case – “J”
• “J” Re-referred back to PPC, now 18 yrs old

• Transferred to adult service – back under 
paediatric services

• On-going deterioration however no hospital 
admissions for about 3 years
o General distress, pressure areas, unsettled, 

breathing changes

o Cared for by his sister, her family, his father, 
attends special needs school, respite Wilson 
Centre, Disability services, Paediatric Community 
Services, Metabolic Service



Children, young people 
and their families/whanau

• Many services involved

• May not be “one” key worker but several or one 

service may assume the primary role

• Increased uncertainty of trajectory and future

• Longer term impact on families

• Improvement in comfort & quality of life becomes 

even more paramount



Increasing numbers of AYA 

• England - 2013 report 

• Prevalence of life-threatening and life-limiting 

illnesses in young adults aged 18-40 years 

• 2000-2010 prevalence increased from 26 – 34.6 

per 10,000 

• 33% increase 

Fraser, L.F.K., Miller, M., Aldridge, J., McKinney, P.A. & Parslow, R.C. 

(2013) Prevalence of life-limiting and life-threatening conditions in 

young adults in England 2000-2010. York: Department of Health 

Sciences, University of York. p189. 



Goals of Transition

• Provide high quality, co-ordinated, uninterrupted

• health care that is patient-centred, age and

• developmentally appropriate and culturally 

competent,

• flexible, responsive and comprehensive with respect 

to

• all persons involved.

• Promote skills in communication, decision-making,

• assertiveness and self-care, self-determination and 

self advocacy.



…Goals of transition.

• Enhance the young person's sense of control and 

independence. 

• Provide support and guidance for the parent/carer 

of the young person. 

• To maximise life long functioning and potential. 

http://www.rch.org.au/transition/ Chambers, L. (2015) 

Stepping Up. Together for Short Lives; Bristol.





GUIDANCE FOR INTEGRATED

PAEDIATRIC PALLIATIVE CARE

SERVICES IN NEW ZEALAND 

September 2012

Report to the Ministry of 
Health



Paediatric Palliative care in New 
Zealand – Clinical Guidelines for End-
of-Life Care

Produced by the New Zealand Child & Youth 
Clinical Network in partnership with the Paediatric 
Society of New Zealand and supported by the 
Ministry of Health.

https://www.starship.org.nz/for-health-professionals/new-zealand-child-and-youth-clinical-networks/about-clinical-networks/




Summary
• Multidimensional

o Wide range of services in provision of care

o Primary, secondary, tertiary, quaternary 

o Across DHB’s

• Health professional/services communication 
& working together

• Many services involved over many years 
and even into adulthood


