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Timing 

1. Definition



Statistics from DOSM

issues during pregnancy and childbirth 
[maternal health conditions, obstetric 
complications, and fetal anomalies.]

issues that arise immediately after birth, 
[birth asphyxia, infections, and prematurity]

Why important – Perinatal vs Neonatal 



    



Causes of death in Malaysia



Definitio
n (WHO)

Perinatal deaths - foetal deaths of at least 28 
weeks of gestation and/or 1,000g in weight 
and newborn deaths (up to and including the 
first seven days after birth)

Neonatal death -  death after birth and within the 
first 28 days of life.

Causes Prematurity and low birth weight (21.6%)
Syndrome (7.8%)
Cardiovascular (7.3%)

Others - premature birth, hydrocephalus, milk 
aspiration, and liver disease.

Prematurity (16.3%)
Low birth weight (16.4%)
Syndrome (7.4%)
Cardiovascular 7.4%

Others- premature birth, hydrocephalus, milk 
aspiration, liver disease, road accidents, tumours

Galen centre: Nov 2023



Local study



Perinatal PC
"Care strategy that comprises options for obstetric and newborn care that include 
a focus on maximizing quality of life and comfort for newborns with a variety of 
conditions considered to be life-limiting in early infancy."

“Life-limiting” --> lethal fetal conditions 
Care PP. ACOG committee opinion. Obstetrics Gynecol. 2019;134:e84-9.

Definition: Perinatal vs Neonatal Palliative care

Neonatal PC
"Palliative care for the neonate with a life limiting condition is an active and total 
approach to care from the point of diagnosis or recognition, throughout the child’s 
life, death and beyond."

It embraces physical, emotional, social and spiritual elements and focuses on the
enhancement of quality of life for the baby and support for the family. It includes the 
management of distressing symptoms, provision of short breaks and care through 
death and bereavement.

ACT 2009.





2.  Literature

Findings
a) 159 referrals over 14 years
b) Diagnoses - cardiac (29%), Trisomy (28%)
c) 129 referrals had contact with the PPC team 

prior to birth and 60 had a personalised 
symptom management plan 

d) Place of death - home (n = 10), hospice (n = 6), 
hospital (n = 72)





Concepts

5W
• Whole person
• Whole Family
• Whole process
• Whole team
• Whole community



Multidisciplinary team 





How does it differ from Paediatrics life limiting illnesses?

• Timing
• Developmental needs
• Impact to parents and family
• Optimize quality of life 





Perinatal   versus  Neonatal
• Formal perinatal consultation for 

diagnosis

• Birth Plan (shared decision)

• Access to neonatal and paediatric 
palliative care

• Support through antenatal, intra-
partum and postnatal/bereavement

• Prepare families for all the possibilities 
before and after delivery

ACOG Opinion. Obst Gynae 2019

3.  Components

• Eligibility for palliative care

• Family care

• Communication and documentation

• Flexible parallel care planning

• Pre-birth care

• Transition to supportive care

• End of life care

• Post end of life care
Neonatal Palliative Care Guideline. 
University of Southampton



A. Antenatal diagnosis of severe congenital abnormality. 
B. Extreme prematurity. 
C. Post natal illness or complications. The prognosis should be agreed 
by at least two senior clinicians. 

Establish eligibility

Which babies?

Severe reduction in the future quality and quantity of their life, that life 
sustaining treatment would not be in their best interest.



Communication --> Shared decision making

Family
• Psychological
• Spiritual
• Social

Documentation
• If alive?
• Advance care plan



Flexible Parallel Planning
• care planning is continuously reviewed in the best interests

Pre-birth Care
• palliative care plan for the baby with the family
• approach and limitations to resuscitation at birth 
• location of ongoing care

Transition to supportive care
• rapid assessment 
• specific tests

Cont'd



End of life Care

EoL care
Location of 
Care and 

Death

Physical 
Comfort Care

Pain, Distress 
and Agitation

Nutrition, 
Feeding and 
GI Symptoms

Investigations, 
Monitoring 

and Treatment

Resuscitation 
Plans

Changes in 
Appearance of 

the Dying 
Baby

Post mortem



Post End of Life Care 

• Certification and Registering of Death

• Funerals

• Bereavement



Challenges 



• Late referral - manage by single team 

• Disagreement in care – what is 'best' at that time? 

• Ceiling of care?

• Short time to know the patients and families

• Nutrition & feeding 

• prognostication

• Investigation & monitoring 

• post-mortem 

• resus preferences - termination 

• memory making...

Challenges 







History

36 y old - polyhydramnios & IUGR twin
USS – DCDA with microcephaly, holoprosencephaly, proboscis feature
Suspicion of Patau twin
Consanguineous parents
Maternal hx - abortion 4 times & 1 term with Patau syndrome (cyclops)
Mother presented with pre-eclampsia at 35 week

4.  Case Illustration



Cont'd

Meeting with obstetrician
Guarded prognosis , poor survival

Referred to PPC
Information about Patau syndrome
Birth planning --> LSCS due to one twin in transverse 
lie 
Place of care ---> Hospital
Resus - Unlikely to pursue if gross congenital 
abnormality
Allow natural process

During delivery
LSCS
No resus initiated
Allow father to come in
Offer genetic test for recurrent Patau
Discuss on burial process & rituals
Follow up in clinic for bereavement



Cases at a single centre

• Patau syndrome
• Edward syndrome
• Encephalocele
• Dilated cardiomyopathy
• Hartsfield syndrome [Holoprosencephaly with limb deformity]
• Arthrogryposis with renal dysfunction and cholestasis syndrome
• Hypoplastic left heart syndrome
• Goldenhaar syndrome with semi lobar holoprosencephaly
• Infantile leukaemia ...

Mostly neonatal!
Mostly syndromic and 
congenital anomalies...



5. Conclusion

• Principles – holistic, family centred

• Multidisciplinary team involvement

• Help for informed decision making

fahisham@gmail.com
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