	
	
	



Supplemental Figures & Tables
S1. Indication for Postnatal Palliative Care Consult. Indications for postnatal consultation were reviewed in the 51 infants who were successfully followed after birth when family had prior perinatal palliative care involvement.   
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S2. Failure Analysis Cases. Descriptions of 10 random cases of failed continuity of perinatal palliative care in the postnatal period. Particular attention was paid to whether palliative care involvement in the prenatal period was denoted anywhere in the medical record.  Root cause of the failures identified based on chart review
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Case Diagnosis GA at GA at Birth, Description Neonatal Outcome Failure Root
Prenatal  Birth Location
Consult
i Genetic- CPAM, Cleft lip &  33w0d 36w6d No mention of prenatal PC Death at DOL 7 No awareness of prenatal

Palate, Severe Quaternary Intubated in DR. Seizures on DOL 1 secondary to PC.

Ventriculomegaly Care Center Refractory seizures decreased urine and pneumoperitoneum. Consulted during clinical
developing acidosis. Care conference Palliative Care consult decompensation/active
planning started on DOL6 w/ clinical placed but incomplete. death
worsening Death occurred <12hrs

after referral
2 MCA- Left CDH, Cloacal 34w0d 36w0d No mention of prenatal PC Death on DOL 31 after No awareness of prenatal |
anomaly, absent sacrum, Quaternary Intubated on placental support. ECMO within  approx. 2 weeks of PC

Bladder anomaly Care Center 1* hour of life. clinical decompensation.  PC consult recommended
Intracranial bleed on DOL2. Escalating Died on ECMO by specialists. Consult
ECMO support never placed
Pulmonary hypertension team recommended
PC on DOL 3. Consult never placed

3 Neuro- Hydrocephalus, 31wsd 37wad Prenatal PC mentioned in admission/transfer ~ Survival to discharge on ~ Family goals changed
aqueductal stenosis and Level I note DOL 20. VP shunt after delivery.
rhombencephalosynapsis Delivery PC again mentioned prior to surgery for VP placed on DOL 2. Perception that desire for

Hospital shunt placement. Referral never placed Required home tube interventions equates to
Transfer DOL1  Brief resuscitation but weaned to room air feeding. not needing PC
Transferred to Quaternary Care center DOL1. ~ Several readmissions
Family initially did not desire intervention, thereafter for respiratory
changed goals day of delivery viral illnesses
4 Pulm- Left CDH s/p fetal 26w3d 35wld No mention of prenatal PC DOLAS Death after No awareness of
intervention Quaternary Extensive resuscitation. Pulmonary redirection of car- prenatal PC
Care Center hypertension team recommended PC on DOL  extubated and taken off  PC consult recommended
1. Referral not sent ECMO. by specialists. Consult
ECMO by DOL20. Continuous Renal never placed
replacement therapy DOL40 Family communicated
DOLA6 Family express desire for redirection misalignment with care
of care to SW. Felt “judged by staff plan
members” for decision
GU- OEIS complex 36wsd 37w3d No mention of prenatal PC Survival to discharge on ~ No awareness of prenatal
Quaternary Minimal resuscitation in DR. DOL30. Required home ~ PC
Care Center OR for surgical repair DOL2. Oxygen. Future surgeries
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Pulm- Left CDH, s/p fetal
intervention

Renal- AR-PCKD,
anhydramnios
Renal- Bilateral Renal

dysplasia

ID- Congenital CMV
infection

Other- Severe intrauterine
growth restriction

26w0d

34w2d

18w6d

30w6d

24w3d

38wdd

Quaternary
Care Center

37w2d

35wad
Outside
Network
Hospital
37w0d
Quaternary
Care Center

27wad
Level ITI
delivery
Hospital
Transfer at
DOL 11

No mention of prenatal PC

Extensive resuscitation required. Surgical
repair on DOL 20. Several episodes of severe
infections & feeding intolerance

No mention of prenatal PC

Extensive resuscitation required chest tube
placement on DOL1. DOL2 respiratory
failure, multiple code events

Of note, family with prior child death from
same condition

Prior pregnancy with similar condition
Extensive resuscitation. Respiratory failure
immediately after delivery

No mention of prenatal PC.
Mild resuscitation at delivery, did not require
intubation. Hypertonic and poor oral feeding

No mention of prenatal palliative care.
Extensive resuscitation, requiring intubation.
DOLI10 intestinal perforation. DOL 4 code
event and pulmonary hemorrhage. Transfer
after stabilization

Survival to discharge on
DOLI134. Required GJ
tube feeds

Died on DOL2 after
redirection of care

Died on DOLI, at an
outside of network
hospital

Survived to discharge on
DOL 29.

Required home oxygen
and full tube feeds.
Diagnosed later with
severe cerebral palsy and
global developmental
delay

Died on DOL12, 1 day
after transfer to
Quaternary center

No awareness of
prenatal PC

No awareness of
prenatal PC

Rapid decompensation
after delivery

Born outside of network
Rapid decompensation
after delivery

No awareness of
prenatal PC

No awareness of
prenatal PC




