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Excellent, longitudinal, worldwide benchmarking data have previously been available for infants cared for primarily in NICUs with 
delivery services. These databases primarily focus on preterm infants and their relatively small number of common associated 

morbidities, many of which can be used as outcome measures. Infant patient population that requires quaternary NICU care often 
differs substantially from those previously well characterized. Launched in 2010, and with 32 participating sites in Canada and the 
US, The Children’s Hospitals Neonatal Database (CHND) was developed to allow quality benchmarking for infants with uncommon 
neonatal disease. In the CHND, the majority of patients are born >37 weeks’ gestation; there is a high prevalence of rare to uncommon 
diagnoses and surgical care is remarkably frequent. In addition, the population of preterm infants in the CHND differs from most 
systematically studied preterm populations because the timing of referral of preterm infants to these quaternary NICUs is usually 
well after birth, and frequently after a significant proportion has acquired severe prematurity-associated morbidities, which indeed 
are often existing at the time of or even the very reason for referral. Thus, these traditional outcome measures are inappropriate for 
benchmarking the care and outcomes in large regional NICUs and perhaps serve more appropriately as to highlight the severity of 
illness in the very preterm infants who were referred. However, the rarity of the diagnoses managed as well as the historical absence of 
a large, multicenter collaboration has precluded both the development of appropriate benchmarks for expected outcomes, as well as 
disease- or intervention-specific quality improvement efforts. Likely due to this lack of systematic multicenter data collection around 
these uncommon diseases, few standards of care for these infants have existed and data on the inter-center variation in care, resource 
utilization and outcomes in the CHND sites have been striking. This presentation will highlight the findings of 6 years of quaternary 
NICU benchmarking in North America and the opportunities to improve care for infants with uncommon neonatal disease by 
collaborative efforts across many sites.
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