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One Year Anniversary
FCC Task force 

● 340+ listserv members from  

90+ hospitals 

●UK, Israel, Cambodia, Canada

● FCC Padlet: Scan QR Code 



INFANT AND FAMILY CENTERED 
DEVELOPMENTAL CARE: 
EVIDENCE FOR PRACTICE 

•Joy V. Browne, Ph.D., PCNS, IMH-E (IV)
•And Carol Jaeger, DNP, RN, NNP-BC 

•On behalf of the IFCDC Consensus Committee 



Please see slide handouts, 
the link is available on padlet.
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Family Centered Care Taskforce
Bobbi Pineda PhD, OTR/L, CNT

Assistant Professor
University of Southern California

Chan Division of Occupational Science and Occupational Therapy
Keck School of Medicine

Department of Pediatrics, Neonatology



Occupational Science in the NICU
• Occupational disruption: a disruption to typical patterns of occupation 

which could be due to environment constraints or health conditions
– Can lead to changes in identity, routines, and participation in occupations

• Occupational disruption is evident in daily NICU experiences
– Parental role alteration

– Infant environmental exposures

– Experiences that lay the foundation for later development and occupations

– Engagement in infant occupations: oral feeding and social interactions



Parents in the NICU
• Mental health challenges and low confidence are common

• Parents of low SES have less participation in the NICU

• Parent engagement is related to better infant outcomes



*Parents are the key drivers of their 
infants' sensory experiences and development



Optimal Programming in the NICU 
Requires Intention

• Brings infants and parents together to optimize outcome
• Engages parents in achieving their important role
• Optimizes the environment for the infant through 

interactions with their parents
– Tailors the intervention to the specific age of the infant 
– Is responsive to the infant’s current medical interventions and 

behavioral cues

• Lays the foundation for future interactions



Overview of the SENSE Program
• Evidence-based: Incorporates what we know to date on sensory experiences in 

the NICU and packages it in an easy to follow format for parents and health care 
professionals

• Provides choices of different tactile, auditory, visual, kinesthetic and 
olfactory/gustatory experiences to provide the infant every day in the NICU

• The amount of time and type of sensory exposures are  based on postmenstrual 
age
– Sensory development
– Infant tolerance
– Behavioral cues

• Intended to be parent-delivered
– Parent education materials
– Sensory support team can fill in gaps

• Incorporated into daily life within the NICU 
• Typically overseen by a neonatal therapist who does parent education and 

assesses each infant’s tolerance of the program
– Individualized

























































Research Findings
• 400+ hospitals are implementing the SENSE 

program
• Parents and health care professionals have 

positive perceptions about the SENSE program
• More parent engagement in the NICU
• Increased parent confidence
• Better infant outcomes



SENSE Program: The Future
• Updated every 5 years to reflect the most current evidence
• Training programs
• Program accessibility through availability as a not-for-profit 

entity

*Ultimate goal: provide a structured format to aid parents in 
interacting with their infants in an age-appropriate and 
individualized manner while in the NICU



Dr. Bobbi Pineda
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ADDRESSING DISPARITIES 
IN NICU CARE

Family Centered Care Metrics – Pilot Results

Jochen Profit, MD, MPH
Professor of Pediatrics

Chief Quality Officer, California Perinatal Quality Care Collaborative
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Disclosure

Dr. Profitʼs equity research has been supported by:

• NICHD R01 - HD083368 (PI: J Profit)
• NICHD R01 - HD084667 (PI: J Profit)
• NICHD R01 - HD094847 (Co-PIs: J Profit, E Main)

Dr. Profitʼs care culture and burnout research has been supported by:

• NICHD R01 - HD083368-01 Co-PIs: J Profit, JB Sexton)

Dr. Profit serves as an unpaid Advisory Board Member of the NEC Society
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By the numbers

17K
NICU 

ADMITS

140
NICUs

7K
ACUTE 

NEONATAL 
TRANSPORTS

9K
HIGH-RISK 
INFANTS 

REGISTERED

500K
BIRTHS

CPQCC/CMQCCCMQCC CPeTS HRIF
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Our Programs

NICU/HRIF 
Database

1

Quality Improvement2

Education3

QI Research4
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• Web-based system that analyzes 
and displays critical information 
on newborns admitted to and 
transferred between NICUs 
across California 

• Customizable reports allow for 
comparison of data across a wide 
range of parameters

• Individualized member support 
by a team of knowledgeable 
analysts 

• Linkages with the HRIF program 
allow for tracking of long-term 
neurodevelopmental outcomes 
of high risk infants 

NICU/HRIF Database
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Inequities in 
Perinatal Care
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Origins of disparity

SDH

Following THROUGH
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But we treat all 
patients the same!
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Disparities within hospitals – Interpersonal racism
Access to Skin-to-Skin Care

Brignoni-Pérez E et al. 
J Dev Behav Pediatr. 2022 
Jun-Jul 01;43(5):e304-e311



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…



Profit 
Lab

california perinatal quality care collaborative

Accounts told of disparate care of families, not strictly 
infants
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CPQCC EQUITY DASHBOARD
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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

Equity measurement
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. *NICU moms
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Three Candidate Measures Selected – 21 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

• Hours to first oral colostrum (✓)

• NICU social worker availability

• Time to social worker contact

• Days to first LISW contact (✓)

• 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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Measures of Family Centered Care

 

COORDINATING CARE

• Days to first skin-to-skin care

• Days to first social work contact 

• Hours to first oral colostrum 

Point-of-care derived measures developed in collaboration with disadvantaged 
families. Measures selected through a modified Delphi panel that included family 
representatives. 
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Family centered care measures among hospitals 
participating in the FCC Pilot 

Measure Mean (sd) Median (IQR)
Range 

(min-max)

Days to first skin-to-skin care 4.31 4.94 2.54 (1.30-5.51) (0.18-40)

Days to first SW contact 1.93 0.37 1.98 (1.63-2.17) (1.15-2.96)

Hours to oral colostrum 31.16 21.61 27.67 (18.0-41.69) (0.03 - 167.5)

N= 1236 VLBW or high acuity larger infant from 21 NICUs from January 1 to December 31, 
2021
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Median Days to First SKS
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Median Days to First SW 
Contact
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Median Hours to First Oral Colostrum
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SKS vs OC
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F

NON SAFETY SAFETY WHITE NON-WHITE
Measure Median (IQR) Median (IQR) p-value Median (IQR) Median (IQR) p-value
First skin-to-skin care, days 2.1 (3.9) 2.8 (4.3) <.001 1.8 (2.8) 2.8 (4.4) <.001
First SW contact, days 2.04 (0.4) 1.9 (0.6) <.001 2.0 (0.5) 2.0 (0.6) 0.2
First oral colostrum, hours 24.5 (19.8) 32.0 (22.8) <.001 25.9 (19.7) 29.1 (24.8) 0.002

Family centered care measures among hospitals 
participating in the FCC Pilot by Safety Net and Ethnicity
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FCC 
Focusboard
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Summary

●We donʼt practice in a social cocoon
●Institutional and interpersonal racism 

in the NICU needs to be addressed
●Family centered care is a key disparities pathway
●Preliminary data on SKS and OC are promising
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profit@stanford.edu

 @CPQCC

Thank you
Beate Danielsen, MA, PhD
Ravi Dhurjati, PhD
Malathi Balasundaram, MD
Kimber Padua, BS
Linda S. Franck, PhD
Jessica Liu, MPH, PhD 

mailto:profit@stanford.edu


Profit 
Lab

california perinatal quality care collaborative



Profit 
Lab

california perinatal quality care collaborative

Days to first skin-to-skin care

Definition Time in days between NICU admission to the first instance 
of skin-to-skin care by any member of the family

Numerator

Denominator

# of days between NICU admission to the first instance of 
skin-to-skin care by any member of the family

-NA-
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Days to first skin-to-skin care

Inclusions

Exclusions

Risk 
Adjustment

All VLWB infants(<1500g) or 22-29 weeks GA

All VLBW infants (<1500g) or 22-29 weeks GA who 
die within 3 days of NICU admission

Yes
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Delayed Social Worker Contact

Definition % of infants with social worker contact after 3 days 
from the date of admission

Numerator

Denominator

Number of VLBW infants with social worker contact 
after 3 days from date of admission

All VLWB infants(<1500g) or 22-29 weeks GA
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Delayed Social Worker Contact

Inclusions

Exclusions

Risk 
Adjustment

All VLWB infants(<1500g) or 22-29 weeks GA

All VLBW infants (<1500g) or 22-29 weeks GA who 
die within 3 days of NICU admission

None
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Time to Priming with Oral Colostrum

Definition Time (hours) to oral administration (buccal swab) of 
colostrum to NICU infants

Numerator

Denominator

Time (hours) to oral administration (buccal swab) of 
colostrum to NICU infants

-NA-
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Time to Priming with Oral Colostrum

Inclusions

Exclusions

Risk 
Adjustment

All VLWB infants(<1500g) or 22-29 weeks GA

All VLBW infants (<1500g) or 22-29 weeks GA who 
die within 12 hours of NICU admission

None



Dr. Jochen Profit 
Speaker Q&A 
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