Supplementary Table S1: NPC-QIC interstage registry variables analyzed for study
	Presentation, Demographics, Diagnoses

· Gender

· Race

· Ethnicity

· Birth Weight

· Gestational age

· Apgar score at 1 min

· Apgar score at 5 min

· Age at presentation

· Was CPR required at presentation?

· Lowest pH prior to post-natal surgery or cath 

· Primary cardiac diagnosis

· Secondary cardiac diagnosis:

· restrictive atrial septum

· AV valve regurgitation

· ventricular dysfunction

· 2nd or 3rd degree heart block

· arrhythmia requiring therapy

· other

· Major syndrome present? (Y/N)

· Major anomaly of organ system? (Y/N)

· Was the correct fetal cardiac diagnosis made? (Y/N)

Stage 1 Hospitalization and Procedures

· Age at ICU admission

· Age at initial intubation

· Intubation days prior to Stage 1

· Were there pre-op risk factors (as defined by NPC-QIC registry)? (Y/N)

· Was a pre-op cath performed? (Y/N)

· Was a pre-op cath intervention performed? (Y/N)

· Were there complications of the pre-op cath? (Y/N)

· Was a surgical septostomy performed prior to Stage 1?

· Age at Stage 1

· Weight at Stage 1

· Weight change birth to Stage 1 (kg)

· Rate weight change birth to Stage 1 (gm/day)

· Type of Stage 1 performed

· Bypass time for Stage 1

· Aortic cross clamp time for Stage 1 (min)

· Circulatory arrest time for Stage 1 (min)

· Lowest recorded patient temperature

· Was regional perfusion used?

· Was the patient on ECMO following Stage 1?

· Was there more than one extubation following Stage 1?

· Total length of intubation

· Number of post-op IV inotrope/vasoactive drugs used

· Duration of post-op inotrope/vasoactive use
	· Was cardiac reoperation necessary following Stage 1 (other than routine sternal closure)? (Y/N)

· Number of separate cardiac reoperations performed following Stage 1

· Was a post-op cath done?

· Was a post-op cath intervention done?

· Number of separate post-op cath interventions performed

· Were there complications of post-op cath? (Y/N)

· Was there more than one ICU discharge to ward or step down unit? (Y/N)

· Time from Stage 1 to initial ICU discharge

· Time from Stage 1 to final ICU discharge

· Were there any significant post-op rhythm abnormalities? (Y/N)

· Were there major post-op procedures? (Y/N)

· Were there post-op complications (as defined by NPC-QIC registry)? (Y/N)

· Total number of post op complications

· Did the patient receive TPN in ICU?

· Did the patient receive TPN outside of ICU?

· Time from post-op to full enteral feeds

· What was feeding route of enteral feeds while in hospital? - oral only, NG/NJ +/- oral, GT +/- oral, NG/NJ+GT +/- oral

· Type of enteral nutrition during hospital course

· Caloric density during hospital course (maximum)

· Total hospital length of stay

Stage 1 Hospitalization Discharge

· Was the patient discharged from same facility as Stage 1?

· Weight at discharge

· Length at discharge

· Weight for length percentile at discharge

· Weight change Stage 1 to discharge

· Rate weight change Stage 1 to discharge (gm/day)

· Last O2 saturation recorded prior to discharge

· Medications at discharge:

· Number of diuretics

· Digoxin (Y/N)

· Number of ACE inhibitors

· Number of anticoagulants

· Any anticoagulant? (Y/N)

· Ranitidine (Y/N)


	· Metoclopramide (Y/N)

· Iron (Y/N)

· Antibiotics (Y/N)

· Anti-seizure medications (Y/N)

· Was a written medication list provided?

· Was the patient discharged with additional therapies?  (Y/N)

· Was the patient discharged on oxygen?  (Y/N)

· Route of nutrition recommended in discharge nutrition plan

· Type of nutrition recommended in discharge plan

· Caloric density recommended in discharge plan

· Total Kcal/Kg/24hrs recommended in discharge plan

· Was a written nutrition plan provided to family?

· Was a written red flag action plan provided to family?

· Was the primary care provider identified and documented?

· Was the primary cardiologist identified and documented?

· Was the patient discharged with home surveillance strategy?

· If yes, what home surveillance strategy was used?

· Was a plan for future immunizations schedule created?

· Was a discharge coordinator identified for the patient?

· Will patient be followed at same facility as surgery?

Interstage Clinic Visits

· Number  of clinic visits

· Percentage of clinic visits:

· Scheduled (versus unscheduled)

· Due to red flags

· With prior ED visit

· On home surveillance

· With written medication form updated

· With current intake meeting documented caloric target

· With various feeding routes: oral, NG/NJ, GT

· With written nutrition plan given to family

· With written red flag action plan given to family

· With PCP identified

· With 10 cardiologist identified

· With plan for future immunizations made

· With post clinic care coordinator identified


Supplementary Table S1(continued): NPC-QIC interstage registry variables analyzed for study.  
	Interstage Readmissions

· Number of readmissions

· Percentage of readmissions:

· Scheduled (versus unscheduled)

· Due to major adverse event

· Due to red flag call

· On home surveillance

· With cath performed

· With interventional cath performed

· With cardiac surgery performed

· With no other major procedure performed

· With no treatments performed

· With no treatments at discharge
	· With written medication list given at discharge

· With various feeding routes at discharge: oral, NG/NJ, GT

· With written nutrition plan given to family

· With written red flag action plan given to family

· With PCP identified

· With primary cardiologist identified

· With plan for future immunizations made

· With post discharge care coordinator identified
	Last Visit (Stage 2 admission if alive, last encounter if mortality)

· Weight 

· Weight for length percentile

· Weight change from discharge to last visit

· Change in weight for length percentile Stage 1 discharge to last visit

· Rate of weight change discharge to last visit 

· O2 saturation

· Change in O2 saturation from Stage 1 discharge to last visit

· Route of nutrition recommended - oral only, NG/NJ +/- oral, GT +/- oral

· Type of nutrition recommended


Supplementary Table S2: Candidate predictors for interstage mortality following Kaplan-Meier univariate analysis in 247 patients.  The number of patients with complete registry data for each variable is indicated in parenthesis.
	Strong Predictors

p < 0.01
	Predictors

0.01 <= p < 0.05
	Borderline Predictors

0.05 <= p < 0.15

	· Gestational age (n=247)
· Diagnosis (n=247)
· Age at S1 (n=245)
· Number of post-op inotropes used (n=241)
· Discharged from same facility as S1 (n=246)
· Rate weight change birth to S1 (n=242)
· Percent of visits with primary cardiologist identified in correspondence (*)
· Percent of visits that are scheduled (*)
· Percent of visits with PCP identified (*)
· Method of last feeding (n=247)
	· Gender (n=247)
· Birth weight (n=244)
· Prescription of anti-seizure medication at S1 discharge (n=247)
· Percent of unscheduled readmission (#)
· Percent of readmissions on home surveillance (#)
	· ECMO following S1 (n=245)
· Pre-op catheterization performed (n=239)
· "Other" CHD diagnosis (n=247)
· O2 saturation at S1 discharge (n=245)
· Prescription of anticoagulants at S1 discharge (n=247)
· Prescription of antibiotics at S1 discharge (n=247)
· Number of readmissions (#)
· Percent of visits at which medications were altered (*)
· Percent of clinic visits d/t red flag (*)
· Percent of clinic visits on home surveillance (*)
· Percent of readmissions d/t adverse event (#)
· Percent of visits with discharge coordinator identified (*)
· Change in weight for length percentile S1 discharge to last visit (n=151)

	PCP = Primary care provider, ECMO = Extra corporeal membrane oxygenation, CHD = congenital heart disease, S1 = Stage 1
* 222 patients had documentation of outpatient clinic visits in the registry.  Only patients with documented data were used for analysis.

# 173 patients had documentation of readmissions in the registry.  Only patients with documented data were used for analysis.




Supplementary Table S3: Candidate risk factors for interstage mortality following Cox Proportional Hazard Modeling
	
	N
	Relative Risk
	95% CI

	HLHS with AS/MA
	8
	13.7
	3.4-55.0

	Anti-seizure medications at discharge
	10
	3.9
	1.2-13.3

	Earlier gestational age
	*
	3.3
	1.4-5.0

	Feeding route: NG/NJ
	54
	3.3
	1.4-7.5

	HLHS with AA/MS
	30
	3.2
	0.8-12.7

	Lower birth weight
	16
	3
	1.0-8.9

	Higher percentage of unscheduled readmissions
	*
	2.6
	1.1-5.9

	HLHS with AA/MA
	86
	2.5
	0.8-8.0

	Female
	90
	2.3
	1.0-5.2

	Lower percent of clinic visits with 10 cardiologist documented
	*
	2
	1.3-3.3

	Higher percent of readmissions due to adverse events
	*
	1.9
	1.1-3.4

	Fewer post-operative IV vasoactive medications used
	*
	1.4
	1.1-2.0

	HLHS with AS/MS
	33
	1.3
	0.2-6.9

	Higher percent of clinic visits due to red flags
	*
	1.2
	0.8-1.9

	*Treated as a continuous or ordinal variable; effect represents increase in risk associated with a 1 unit change

HLHS = hypoplastic left heart syndrome, AS = aortic stenosis, AA = aortic atresia, MS = mitral stenosis, MA = mitral atresia

NG= nasogastric, NJ = nasojejunal

	


