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PERINATAL PALLIATIVE CARE: DEFINITION

Plan of care for women who elect to continue the 
pregnancy with a fetal diagnosis of life-limiting 
condition and for their babies



PERINATAL PALLIATIVE CARE: A NEW OPTION

1.Full intervention for the baby after birth

2.Termination of pregnancy

3.Perinatal Palliative care



2019 ACOG and AAP RECOMMENDATION





PERINATAL PALLIATIVE CARE: COMPONENTS

• Multidisciplinary team 

• Perinatal journey 

Wool & Parravicini, Front Pediatr 2020



PERINATAL PALLIATIVE CARE: COMPONENTS

• Multidisciplinary team 
MEDICAL TEAM

o Obstetrician/MFM

o Neonatologist

o Consultive services (cardiology, surgery, genetics, etc.)

SUPPORTIVE TEAM

o Nurse coordinator

o Midwife

o Social worker

o Psychologist 

o Chaplain

o Child Life

Wool & Parravicini, Front Pediatr 2020



PERINATAL PALLIATIVE CARE: COMPONENTS

• Perinatal journey
o Prenatal counseling

o Pregnancy care

o Labor and delivery

o Neonatal plan of care 

o Disposition 

o Bereavement after loss (short and long term)

Wool & Parravicini, Front Pediatr 2020



THE PRENATAL PALLIATIVE CONSULT

Preparation of the plan of care:

• Diagnostic and prognostic certainty

o Review prenatal findings and discussion with providers

o Up-to-date medical info and honesty regarding wide range of outcomes

o Improving outcomes associated with more aggressive care

• Prognostic meaning to the family

Leuthner, Clin Perinatol 2004; Janvier, 2012; Mendez, 2016; Lantos, 2017; Marty, 2018



JAMA 2016



THE PRENATAL PALLIATIVE CONSULT

Preparation of the plan of care:

• Diagnostic and prognostic certainty

• Prognostic meaning to the family

o Identify parents’ view on prognosis

o Respect choice “to give a chance”

o Cultural and spiritual differences

Guon, 2014; Janvier, 2016; Carter, 2018; Weaver, 2020; Janvier, 2020



PARENTS VIEW ON DIAGNOSIS

Guon, Am J Med Genetics 2013



THE CONSULT – ESSENTIAL STEPS 

1. Build a relationship of trust

2. Prognostic awareness

3. Offer diagnosis & prognosis

4. Identify what is important to the family

5. Offer options for different plans of care



CANDIDATES

• Life-limiting conditions

• Complex medical condition with potential 
adverse outcome



CANDIDATES

• Life-limiting conditions

Expected early demise (CC is the only choice)

o Renal agenesis

o Anencephaly 

o Limb-body-wall syndrome



CANDIDATES

• Life-limiting conditions

Burden of intensive care may exceed benefit:

o Trisomy 13 or 18 or other severe genetic syndromes

o Complex cardiac conditions (Single ventricle complicated with other anomalies)

o Severe brain anomalies (Lissencephaly, alobar holoprosencephaly)

o Extreme prematurity at the cusp of viability



CANDIDATES

• Life-limiting conditions
Conditions associated with lung hypoplasia:

• Severe or bilateral CDH

• Severe skeletal anomalies

• Bilateral renal dysplasia, ARPKD, LUTO

• Severe hydrops



The Neonatal Comfort Care Program (NCCP)



NCCP team

Elvira Parravicini
Sinead Brady

Bryn McNamee-Tweed

Sarah Fahrenthold 
Frances McCarthy

Rochelle Steinwurtzel



2025 – 76 CASES

18 Trisomy 18 and 13

16 Renal (agenesis, severe dysplasia or LUTO + pulmonary hypoplasia) 

13 CNS anomalies (exencephaly, lissencephaly, alobar 
holoprosencephaly, brain tumor, severe ICH) 

9 CHD (SV + TAPVR, SV + heterotaxy, SV + genetic, cardiomyopathy)

7 other (multiple anomalies)

6 severe skeletal dysplasia

4 Severe Hydrops 

3 Pre/peri-viable (<22 weeks GA)



2025 PATIENTS & OUTCOMES

76 pregnancies

426 encounters

54 CC
63

9 redirection21 NICU

11 IUFD or back 
to OH



NCCP experience

• Comfort and alleviation of distress/pain

• Trisomy 13/18 

• Complex CHD 



NCCP experience

• Comfort and alleviation of distress/pain

• Trisomy 13/18 

• Complex CHD 



NCCP experience – COMFORT



NCCP experience – COMFORT

NON-PHARMACOLOGICAL 
STRATEGIES

• Skin-to-skin

• Holding 

• Gentle suctioning

• Colostrum care

• Breast/bottle feeding & other 
devices

PHARMACOLOGICAL TREATMENTS

• Acetaminophen PO/PR

• Morphine Sulfate PO

• Fentanyl IN (intra-nasal)

• Lorazepam PO

• Midazolam IN



NCCP experience – COMFORT

Thanatophoric Dysplasia

• Skin-to-skin

• Gasping resolved with IN 

Fentanyl + PO morphine

• Baby peacefully died on 
mother’s arms after few hours 











… pure love, unadulterated 
longing for goodness

… an umbr el l a t hat  
t r i es t o pr ot ect  
t he baby

Comfort care is like 

a hug!

... a band that helps 
healing

… a beautiful calming 
corridor between this 
world and the next

COULD YOU DESCRIBE COMFORT CARE 

WITH A METHAFOR OR AN IMAGE?



NCCP experience

• Comfort and alleviation of distress/pain

• Trisomy 13/18 

• Complex CHD 



NCCP experience: tri13/18



NCCP experience: tri13/18



NCCP experience: tri13/18



NCCP experience: tri13/18



NCCP experience

• Comfort and alleviation of distress/pain

• Trisomy 13/18 

• Complex CHD 





LONG-TERM BEREAVEMENT FOLLOW-UP

• Nurses 

• Psychologist 



NEXT-LEVEL PERINATAL PALLIATIVE CARE TRAINING COURSE
November 4-6, 2026 – CME and CEU accredited



THANK YOU!
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