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OUTLINE

• Define Perinatal Palliative Care (PPC) 

• List International Programs

• Neonatal Comfort Care Program (NCCP) at Columbia 
University, New York
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PERINATAL PALLIATIVE CARE
1. PRE-NATAL
• Plan of care offered to women electing to continue their 

pregnancy with fetal diagnosis of life-limiting or life-threatening 
condition
• Preparation of post-natal plan(s) of care for the baby

2. NEONATAL
• Neonatal plan of care based on diagnosis, prognosis and family’s 

preference.
• Comfort care: end of life stage 
• Palliative care: supportive relationships with families whose infants are 

admitted to the NICU receiving limited interventions or intensive care
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PROGRAMS IN NORTH AMERICA
www.perinatalhospice.org
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PROGRAMS IN THE WORLD
www.perinatalhospice.org
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THE NEONATAL COMFORT CARE PROGRAM

• MISSION: The NCCP honors the lives of babies with life-limiting 
conditions by creating a safe and loving space for bonding, 
attachment, comfort and joy for them and their families along the 
perinatal journey. 

• VISION: The NCCP is also committed to teaching and research, so that 
our specialized approach will become the standard of care around 
the world for any baby with life-limiting conditions.
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NCCP – CORE TEAM
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CORE TEAM
•Medical Director
•2 Nurses
•Social Worker
•Program Manager

NICU COLLABORATORS
•Speech Pathologist / Lactation 
Consultant
•Psychologist
•Child Life
•Chaplain

OB/MFM COLLABORATORS
•Physicians 
•Nurses



2021 – CASES (56 pregnancies/~150 encounters)

• 15 Trisomy 18
• 5 Trisomy 13
• 6 Renal agenesis/dysplasia
• 6 other (unknown syndromes)
• 5 CHD (2 HLHS, 1 HRH, 2 pentalogy of Cantrell)
• 4 TTTS with extreme IUGR of 1 twin
• 4 Severe Hydrops 
• 3 CNS anomalies (lissencephaly, zig/zag brainstem + hydro, arthrogryposis) 
• 2 Limb-body-wall Syndrome
• 6 Pre/peri-viable (= or <22 weeks GA)
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OUTCOMES IN 2021

COLUMBIA UNIVERSITY IRVING MEDICAL CENTER -- THE NEONATAL COMFORT CARE PROGRAM 

25

17

14

COMFORT CARE

IUFD

INTENSIVE CARE



PRENATAL CONSULTS
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• REFERRAL BY MFM/OB
• PRENATAL CONSULT WITH TEAM
• DOCUMENTATION ON EMC
• WEEKLY ROUNDS WITH TEAM
• WEEKLY LIST TO NICU + OB PROFESSIONALS



DELIVERY – POSTNATAL COURSE
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• MENTORING IN DELIVERY ROOM 
• PRIMARY CARE OF THESE INFANTS IN DELIVERY ROOM / POST-

PARTUM, NOT IN THE NICU
• FOCUS ON BONDING AND COMFORT 



CULTURE CHANGE
‘NICU problematic bonding’ vs ‘POST-PARTUM limitless bonding’
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ACHIEVING A STATE OF COMFORT

1. BONDING 
2. MAINTENANCE OF BODY TEMPERATURE
3. RELIEF OF HUNGER AND THIRST
4. ALLEVIATION OF DISCOMFORT AND PAIN

Parravicini E. Curr Opin Pediatr, 2017
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ALLEVIATION OF DISCOMFORT AND PAIN

NON-PHARMACOLOGICAL 
STRATEGIES
ØSKIN-TO-SKIN
ØHOLDING
ØGENTLE SUCTIONING
ØCOLOSTRUM CARE/ORAL SUCROSE
ØBREAST/BOTTLE FEEDING & OTHER 

DEVICES

PHARMACOLOGICAL TREATMENT
ØAcetaminophen PO/PR
ØMorphine Sulfate PO
ØFentanyl IN (intra-nasal)
ØLorazepam PO
ØMidazolam IN

COLUMBIA UNIVERSITY IRVING MEDICAL CENTER -- THE NEONATAL COMFORT CARE PROGRAM 



REDIRECTION OF GOAL OF CARE IN NICU/PICU

Ø34 weeks F/C, trisomy 18
ØCHD: coarctation, large VSD 
ØFull intervention for ‘precious time at home’
ØS/p coarct repair and PA banding
ØSeveral admissions to PICU for resp crises
Ø‘Poor quality of life’
ØTransition to Hospice care @ home
ØShe died at 4 months @ home
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PALLIATIVE CARE AS SUPPORT
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ØPrenatal diagnosis of trisomy 18
ØFull intervention
ØNICU d/c @ 15 days with O2 by NC
ØSeveral admissions to PICU for resp crises
ØTransition to palliative care? 
ØS/p PDA ligation but NOT trach
ØNo more respiratory crises
ØShe is 9 and well



GUIDELINES AND POLICY
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Guidelines
• Parravicini E, McCarthy F. Comfort in Perinatal and Neonatal P.C. 

Chapter 4. Handbook of Perinatal and Neonatal Palliative Care, 
Springer Publishing, 2020

Nursing Policy – Nursing Care in Perinatal/Neonatal Loss
• This policy provides best practice to OB, Antepartum, Postpartum and 

NICU nurses caring for babies born with life-limiting conditions, pre-
viable, stillborn, or have had a redirection of care and how to support 
their families
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NEXT-LEVEL PERINATAL PALLIATIVE CARE TRAINING COURSE
September 21–23, 2022 – CME and CEU (RNs, SWs) accredited

213 Participants from:
• 34 U.S. states
• 18 countries: Australia, 

Burundi, Canada, 
Colombia, Czech Republic, 
Ireland, Italy, Japan, 
Mexico, Portugal, Puerto 
Rico, Qatar, Republic of  
Korea, Singapore, UK, 
Uruguay, USA, US Minor 
Outlying Islands 
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LEARNING OBJECTIVES
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1. Identify the essential elements of prenatal and neonatal palliative consult

2. Describe pregnancy and delivery management with fetal diagnosis of life-
limiting condition when mothers elect to continue the pregnancy

3. Identify newborns’ basic needs and apply strategies to successfully 
achieve a state of comfort for newborns with life-limiting conditions

4. Identify families’ needs and apply strategies to successfully achieve 
support when they have a newborn with a life-limiting condition
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www.neonatalcomfortcare.com

THANKS!

QUESTIONS?


