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By the numbers

17K
NICU 

ADMITS

138
MEMBER 

HOSPITALS

7K
ACUTE 

NEONATAL 
TRANSPORTS

9K
HIGH-RISK 
INFANTS 

REGISTERED

500K
BIRTHS
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CPQCC BABY-MONITOR
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Member hospitals 
reduced mortality 
rates for VLBW 
infants by 

15%

An additional 

8.5%
And the rate of
Necrotizing 
enterocolitis (NEC) 
decreased by

45%
of babies were discharged 
without major morbidities 
like severe ROP, NEC, CLD,
and severe IVH

By The Numbers

NICU level improvements between 2008-2017
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Member hospitals 
reduced severe 
intraventricular 
hemorrhage by

19%

There were

36%

And the rates of 
nosocomial infection 
declined by

44%fewer cases of severe retinopathy 
of prematurity (ROP) or ROP 
surgery

By The Numbers

NICU level improvements between 2008-2017

Lee, Liu, Profit, Hintz, Gould. 
J Perinatol. 2020 Jul;146(1):e20193865
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c a l i f o r n i a  p e r i n a t a l  qual i t y c a re  c o l l a b o r a t i v e

3 California NICUs Ranked in Top Ten Neonatology Programs
US News and World Report

Children’s Hospital of  Los Angeles (#2)

Lucile Packard Children’s Hospital Stanford (#3)

Rady Children’s Hospital (#4)
#2 – Children’s Hospital Los Angeles

#3 – Lucile Packard Children’s Hospital Stanford

#4 – University of California San Francisco

#5 – Racy Children’s San Diego



Profit Labc a l i f o r n i a  p e r i n a t a l  q u a l i t y  c a r e  c o l l a b o r a t i v e

Are there 
Disparities in 

Perinatal Care?
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Persistent disparity gap
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Context matters – always exposed to bias

https://www.thenation.com/wp-content/uploads/2015/04/immigrationboy_ap.jpg
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Origins of disparity

SDH

Following THROUGH



470 abstracts reviewed

88 full-text articles reviewed according to 

inclusion/exclusion criteria

382 abstracts excluded 

based on inclusion/exclusion 

criteria

52 articles excluded

36 articles selected for inclusion

566 records identified through searches in 

PubMed, CINAHL, Scopus, and Web of 

Science (March 6, 2018)

40 articles selected for inclusion

4 articles added by 

hand search

Structure (12) Process (18) Outcome (11)

1. Breastmilk

2. Post-dc Referral 

3. Family Experience

4. Shared Decision Making 

Kangaroo Care

5. Surfactant Use/RDS 

1. Nursing Characteristics

2. Appropriate setting 

3. Geography

4. Minority Serving Hospitals

5. Military vs. Civilian Care

6. Composite Quality 

1. IVH 

2. NEC/Intestinal Failure 

3. Overall Mortality or 

Morbidity

4. Other Specific Outcomes

Sigurdson K, Profit J, et al. Systematic 
Review of Disparities in NICU Quality of 
Care. Pediatrics 2019 Aug, 144(2)

96 duplicates removed
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What are the 
mechanisms for 

disparities in NICU 
Care?
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Mechanisms for Disparity

Minority mothers and neonates can have worse 

outcomes than whites because

1. Receive care from facilities that treat patients with 

poor quality of care (BETWEEN),

2. Receive worse quality of care than white mothers in 

the same facility (WITHIN)

Howell E, et al. JAMA Pediatr 2019
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Disparities between hospitals – Structural racism

Neonatal mortality by hospital in NYC

Howell et al. JAMA Pedatr 2018 

40%(95%CI, 30%-50%) of the black-white disparity 
and 
30% (95%CI, 10%-49%) of the Hispanic-white 
disparity was explained by birth hospital.



Racial Segregation in the NICU

Lorenz Curves for Segregation by 

Race/Ethnicity in US NICUs ranked by the 

proportion of white infants from highest to 

lowest, and the cumulative population 

percentages of white and minority infants 

were plotted on the x- and y-axes. If all 

NICUs had the same racial distribution as 

the overall population, the curves would fall 

on the diagonal. 

Edwards, Horbar, Profit et al. JAMA Pediatr 2019 
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Worse Better

ANS + PTX + Cold + Eye exam + HAI + 
CLD + BM@dc + GV +  Survival

Baby-MONITOR composite score =

Variation in Quality of Care by R/E WITHIN and BETWEEN NICUs

Profit et al. Pediatrics 2017;140(3):e20170918
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Liu, Profit, et al. 
Am J Perinat 2020 Jan;37(2):166-173

Blacks more likely cared for in 
hospitals with higher HAI rates

Hispanics more likely to have a HAI
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Disparities within hospitals – Interpersonal racism

Access to Kangaroo Care

Hendricks-Muñoz et al. 
Am J Perinatol 2013 
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Disparities within hospitals – Interpersonal racism

Access to Skin-to-Skin Care

Brignoni-Pérez E et al. 
www.medrxiv.org/content
/10.1101/2020.11.09.202
24766v1
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Goldstein, Profit et al. 
Pediatr Res. 2020 Aug;88(Suppl 1):3-9
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Are disparities improving?

NEC

Travers, Profit et al. 
JAMA Netw Open. 
2020;3(6):e206757
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But we treat all 
patients the same!



Neglectful Care: 83 (26%). NICU staff ignore, 

avoid or neglect family needs (e.g. 
breastfeeding support) when considered 

difficult or unpleasant or when obstacles 

considered too great to overcome.  

Judgmental Care: 82 (26%): Staff evaluate a 

family’s moral status based on race, class or 
immigration. Circumstances or behaviors 

judged more harshly. Discrimination occurs 

through staff attitudes or resource allocation. 

Systemic Barriers: 139 (44%): Staff unable or 

unwilling to address barriers families face such 
as transportation, child care, housing, 

employment, translation needs, or religious or 

cultural needs.  

Suboptimal 
Care: 312 

(96%)

Overlapping 

Dimensions

Language 
Barriers 151 

(47%) 

Types of Disparate Care

Social, 
Economic

or Racial 

Privilege: 12 

(3%)

Priority Treatment and/or Assertive Families: 12 (3%). Families connected to 

NICU receive priority treatment. Assertive families receive more attention.

Privileged 
Care: 

12(3%)

Sigurdson K, Profit J, et al. Disparities in NICU Quality of Care: A Qualitative 
Study of Family and Clinician Accounts. J Perinatol 2018 May;38(5):600-607
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Neglectful care

Just a general observation when I worked as a charge nurse...  Nurses tended 
just to ignore parents who did not speak their language.  Often the use of a 
translator didn't occur daily for education and updates.  These parents would 
have to sit by their baby's bedside and wonder how they were doing. …these 
parents did not get the opportunity to interact and bond with their baby as a 
result.
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Judgmental care

I see this all the time... the way we treat black moms is definitely different 
than how we treat white moms. Age plays a factor too - young moms are 
judged very unfairly. One black mom was judged very harshly for being 
late for a feeding even though she had a long and challenging transit ride 
to get to the hospital. A white mother who was late on the same day was 
greeted with sympathy…
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Systemic barriers to care

A hispanic 24 week baby born outside the hospital with young parents 
with another former 25 weeker. Parents didn't have transportation and 
had irregular working conditions. Child Protective Services was called 
because the medical team was concerned about infrequent visits and 
infants medical needs at discharge.
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Accounts told of disparate care of families, not strictly 
infants
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CPQCC Equity Action

1. Audit and Feedback, Benchmarking
a. Development of new disparity sensitive metrics (FCC measure pilot)

b. Equity Dashboard

2. QI focus  
a. Health Equity Taskforce – interpersonal racism, structural racism, care transitions

b. Collaborative of safety net NICUs

c. Use of disparity aim in QICs

3. Education
a. CPQCC annual meeting focus on equity and anti-racism

b. Disparity Tip Sheet

4. Research
a. Various efforts and collaborations
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DELPHI METHOD 

Expert panel with FAMILY REPRESENTATIVES. 
Focus groups and interviews with minoritized families

Structured method for expert input without need for consensus
Two rounds of multi-criteria ratings of measures 
SELECTION CRITERIA:

• Median rating >=7  (scale of 1 (low) – 9 (high) 
• Pass test for agreement (80% of ratings between 7-9)
• Pass test for disagreement (90% of ratings were between 4-9)

OVERALL GOAL
Develop a balanced scorecard of measures across multiple domains

1. Audit and Feedback
a. Measuring Family Centered Care

✱

✱

✱

Sigurdson K, Profit J, Dhurjati R, Morton C, Scala M, Vernon L*, Randolph A*, Phan JT, Franck LS. Former NICU Families 
Describe Gaps in Family-Centered Care. Qual Health Res 2020. *Former NICU moms
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Four Candidate Measures Selected – 30 NICU Pilot started 1/2021
ENGAGING FAMILIES AS PARTNERS

• Days to first skin-to-skin care (✓)

• Frequency of skin-to-skin care

• Days to skin-to-skin by two family members 

COORDINATING CARE

COMMUNICATING WITH FAMILIES

• Frequency of updates to families by 

MD/NNP/RN

• Frequency of updates to families with limited 

English proficiency by MD/NNP/RN

• Provision of interpreter services

• Family presence at the bedside

• Family not present at the bedside

• NICU family advisory council (✓)

• NICU lactation consultant availability

• Time to first lactation consult

• Time to priming with oral 

colostrum (✓)

• NICU social worker availability

• Time to social worker contact

• Delayed social worker encounter (✓)

• Frequency of social worker contact

PROVIDING SERVICES AND SUPPORTS

• Post-discharge care coordination*

• Continuity of care by RN*

• Continuity of care by MD*

CARE COORDINATION

FAMILY PARTICIPATION IN HANDS-ON CARE SUPPORT FOR BREASTFEEDING

*Care coordination measures to be subjected to additional research- Not selected at this time
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1b. CPQCC EQUITY DASHBOARD
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NICU catchment areas
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2. QI - CPQCC Equity Task Force

SDH

Following THROUGH

Interpersonal and 
Structural Racism

Transition to home

HRIF

OB efforts
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3. Education – Call to Action
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3b. Education - Disparity Tip Sheet and Organizational Change Framework

1
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4
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Organizational 
acculturation

Signage, 
educational 
materials

FC interaction 
with babies 
and care team

Patient 
facing

Hospital 
facing

FCC/FIC

Staff training

Standardized 
social work
role

Standardized 
assessments
of SDH

Family support
Audit  & 
feedback 
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1

2 3

4

5

6

8

79

10

11

Organizational 
acculturation

Signage, 
educational 
materials

FC interaction 
with babies and 
care team

Patient 
facing

Hospital 
facing

FCC/FIC

Staff training

Standardized 
social work
role

Standardized 
assessments
of SDH

Family support
Audit  & 
feedback Equity Sensitive 

Family Centered Care

Organizational 
acculturation to 

address the diverse 
population the hospital 

serves

Signage, education 
materials, parent 
advisory council

“In our NICU, you are 
welcomed as a partner 
in your child’s care at 

ALL times.” 

Counseling available to 
address vulnerable 

patients’ needs

Professional and 
standardized 

assessment of SDH and 
psycho-social support

Support for 
transportation, 

parking, food, and 
siblings

Cultural sensitivity, 
language assistance, 

structural competency, 
anti-bias training 

FCC or Family 
Integrated Care

• Targeted 
standardized 
breastfeeding/skin-
to-skin education

• Language 
concordance

Hospital Facing: 
Family Advisor on QI 
teams and/or Family 

Advisory Council 
LEADING QI agenda

Patient Facing: 
Peer-to-Peer 

Support Program

Family centered 
interaction with babies 
and care team in person 
or over the phone/video

Audit and feedback of 
quality measures by 

race/ethnicity/language

Changing 
what we 
do in the 
NICU
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1. Identify, prevent, and mitigate social risks

2. Recognize our responsibility does not end at NICU discharge

3. Develop robust QI efforts to ensure equitable, high-quality NICU care

4. Advocate for social justice at the local, state, and national level

71
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4. Research – Technical Versus Adaptive Disparity Solutions QI

Main, Profit et al. AJOG 2020 
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4. Research

Liu J, Pang E, Iacob A, Profit J, et al., under review
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Summary

•We don’t practice in a social cocoon

• Institutional and interpersonal racism in 
the NICU exists and needs to be 
addressed

• Education is necessary but not 
sufficient, trust in QI methods

• Families know best

• Try Something Tomorrow!!
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