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Palliative Care in the 
NICU 

 
  Overview Paediatric Palliative 
  Care 

 
  Suffering requiring  
Interventions 
  Suffering requiring care 
coordination 
  Suffering requiring 
communication 



 
An approach to care covering physical, 
emotional, social, cultural and spiritual support. 
Focuses on improving quality of life for the 
infant,* their family members or carers, and 
includes managing distressing symptoms, 
providing respite care, and support with death 
and bereavement. 
 

 

NICE guideline [NG61] Published date: December 
2016 

 https://www.nice.org.uk/guidance/ng61  

Definition: Paediatric 
Palliative Care 

* child and adolescent 

https://www.nice.org.uk/guidance/ng61
https://www.nice.org.uk/guidance/ng61
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Projected deaths 0-19 years of age where PC 
would be of benefit – 2011 population by 
DHB Region 
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Naylor W (Senior analyst, Palliative care council of New Zealand).  
National health needs assessment for palliative care, phase 1 report:  
assessment of palliative care need. Wellington: Cancer control New 
Zealand; 2011. 66p 

Projected deaths 0-19 
years of age where PC 
would be of benefit – 
2011 population by DHB 
Region 



 

Percentage of total childhood 
deaths by major causes 

Unintentional Injuries 

22% 

Homicide & Suicide 

8% 

Other 

33% 

Cancer 
4% 

Respiratory Distress 
2% 

Heart Disease 
2% 

SIDS 
5% 

Short Gestation 
8% 

Complications of  
Pregnancy 

2% 

Congenital Anomalies 
12% 

Placental Cord  
Membranes 

2% 

IOM report 2003 
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Palliative care referral or 
consultation 

1. Newborns at limit of viability 

 

2. Newborns or fetuses with congenital anomalies that 
are incompatible with prolonged life 

 

3. Newborns with complex and multiple birth defects or 
newborns with overwhelming illness not responding 
to medical intervention 



 

Palliative care for 
critically ill neonates 

  

 Many of the healing components of palliative 
care…those meeting the cognitive, emotional 
and spiritual needs…are geared more towards 
the infants’ family members. 

 
Stokowski, L. (2004). Palliative Care and Neonatal Loss. Medscape Nurses. 

Medscape, LLC. 

 

  

 

 



 

Predictable opportunities to 
initiate PPC 

Healthy/Functional Status Over Time 

Education in Palliative and End of Life Care (EPEC) – Pediatric, 2015 



 
 

“ There is always something that can be done for an 
infant and family, even if it is only to be present for the 
family, to comfort them, to hold their hands, to let 
them know others care…” 

 
 

 

Orloff, SF. Et al. 2004  Psychosocial and spiritual needs of the child and 
family.  Palliative Care for Infants, Children and Adolescents: A 
Practical Handbook 

Focus or Direction of Care 



 

PPC Approach to care 

Multidimensional 
 Wide range of services in provision of care 

 Primary, secondary, tertiary, quaternary  

 Across DHB’s 

 

Health professional/services communication & 
working together 

 

Many services involved over many years and even 
into adulthood 

 



 
 Adherence to the World Health Organization definition of 

Paediatric Palliative Care 

 Philosophies of child and family-centred care 

 Care that is provided in a preferred setting 

 Care that is based on need and implemented throughout the 
illness course, from the point of diagnosis to bereavement 

 Collaborative decision-making 

 Service delivery by appropriately experienced providers 

 Multidisciplinary teams 

 Integrated provided networks 

 Key workers 

 Respite care 

 24 hour support, 365 days a year 

 

Guidance Document for Integrated 
Paediatric Palliative Care services in NZ; 

Ministry of Health; Sept 2012 



 

Pain is an important  
component of suffering 
 Pain interacts with other distress and contributes to 

overall suffering in patients 

Education in Palliative and End of Life Care (EPEC) – Pediatric, 2015 





 

Impact of neonatal 
palliative care 

• Infants with serious illnesses and their families benefit 
from PPC  

 

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

 

• May lead to prolonged life 

 

Education in Palliative and End of Life Care (EPEC) - Pediatric , 2015 



 

Where are PPC services 
offered? 

Infant 

and  

Family 

Home 

and  

Community 

Clinic 

Hospital 

Respite/other 



 

Infants 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 



Liben et al, 2008 



 

Promoting healing 

Moving from suffering to a sense of wholeness 

 

Does not depend on function of organ systems or 
homeostasis or on cure of disease 

 

 Fostered or hindered by health professionals 

 

Reframing 



 

Reframing Hope 

 Hope for a cure 
 

 Hope for stabilization 
 

 Hope for a slow course of deterioration 
 

 Hope for maintenance of communication 
 

 Hope for a short terminal phase 
 

 Hope for no suffering 
 

 Hope for a peaceful death 
 
Factors Influencing Parental Readiness To Let Their Child with Cancer Die. Kars et al. Paedr Blood Cancer 2010;54:1000-
1008 

 



 

Hope in clinical practice 

 Important for both living and dying 

 

 Living with hope and hoping for something 

 

 Reflective practice while continuing to care 

 

 Affirming & communicating hope  

 

 Contextual (emotional, cultural, spiritual, values & 
beliefs) 



Communication and 
End of Life Decision 

Making 
 

“It is an art to share painful news with any 
patient” 

 

Patients often stress that “it was the sense of 
empathy which counted more then the 
immediate tragedy of the news” 

 

 Elizabeth Kubler-Ross. 



 

Compassion and 
Communication 

• This conversation will change this family forever 
 

• Can be done in different ways and times  
 

• Done through trusted relationships and ethos of 
shared decision making 
 

• Parents must never be left with feelings of 
abandonment or the perception that this is a task that 
needed to be completed/out of the way/or was a box 
to be ticked 



The Use of Self 

 

 

“The expectation that we can be immersed in 
suffering and loss daily and not be touched 
by it is as unrealistic as expecting to walk 
through water without getting wet”     

 Rachel Naomi Remen 



 

https://www.starship.org.nz/for-health-professionals/starship-
clinical-guidelines/#P  

Te Wa Aroha: Allow 
Natural Death 

https://www.starship.org.nz/for-health-professionals/starship-clinical-guidelines/#P
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Bereavement and on-going 
support to families 







 



Summary 

• Palliative care is proactive and holistic 

 

•  Provided by many professionals and teams in a range of 
locations 

 

•  Decision making is a dynamic process and essential to 
effective palliative care 

 

 



 Privilege 

 

 Potentiality 

 

 Hopefulness 

 
 


