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Definition: Patient and Family Engagement

“A set of behaviors by patients, family members, and health 
professionals and a set of organizational policies and 
procedures that foster both the inclusion of patients and 
family members as active members of the health care team 
and collaborative partners with providers and provider 
organizations.”

AHRQ. Guide to Patient and Family Engagement. May 2012



Measurement Dilemmas

• How should parental engagement be measured?

• ? Time spent in the NICU
• ? Presence on medical rounds
• ? Understanding of the infant’s medical conditions
• ? Comfort and proficiency with infant care
• ? Mom, dad, grandparents, other caregivers 
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Social Factors Associated with Maternal Time 
in the NICU – Overall Cohort

Adjusted Odds Ratio (95% Confidence Interval)
Race/Ethnicity

Non-Hispanic White

Other

REF

0.71 (0.32, 1.56)
Annual Household Income

<$50,000

$50,000-99,999

>$100,000

REF

1.74 (0.72, 4.24)

5.68 (1.77, 18.19)
Travel Time to NICU

<30 minutes

30-60 minutes

>60 minutes

7.85 (2.81, 21.96) 

5.86 (2.02, 17.02) 

REF
Other Children

Yes

No

REF

3.15 (1.39, 7.11)

Bourque, et al. Hosp Peds, 2021



DEFINE Colorado QIC Key Driver Diagram

Aim Statement Primary Drivers Secondary Drivers Potential Change Concepts

Family engagement in Hands-On NICU care

Language barrier between providers and 
parents

Measure: 1) date of first social worker contact; 
2) parental report of social and financial needs 
being met

By December 2023, hospitals will 
improve family engagement in 
NICUs by:

1. Improving parental report of 
engagement in infant health 
and development during 
NICU hospitalization by 20%

1. Reduce disparities in parental 
report of engagement by 
race/ethnicity, primary 
language, and distance from 
hospital by 20% 

Measure: 1) Parental report of timely and 
consistent communication from providers; 2) 
Timing of first family meeting; 3) Frequency of 
family updates/meetings

Language barrier

Lack of shared decision making in discharge 
planning 

1) Social determinants screening tool; 2) establish referral service

1) Educate family on all aspects of care they can participate in; 2) Development of 
peer-support groups; 3) Standardize family participation in infant’s care (FICare)

1) Reduce parking cost; 2) Provide public transportation vouchers; 3) Minimize 
restriction of sibling visitation; 4) On site childcare for siblings; 5) Overnight 
accommodations for families; 6) Provide meals as needed

Current social services not comprehensive to 
address all needs

Families and NICU staff have unclear 
expectations about parental role in the NICU; 
lack of parental empowerment

1) Increase use of interpreter services often and early

Family participation in discharge planning

Communication between NICU staff and 
families; among NICU providers

Social and financial supports for families

Measure: Skin to skin and breastfeeding 
continuation (through day 7, 28, and discharge)

Social workers bandwidth; timely availability

Inadequate family presence (during rounds, for 
infant cares)

Inconsistency in understanding of infant care 
plans among providers

Inadequate family presence

Inadequate family support in primary language

Language barriers

Measure: 1) parental report of discharge 
readiness; safe sleep adherence post-discharge; 
2) Timing of initiation and completion of 
discharge checklist

1) Reduce parking cost; 2) Provide public transportation vouchers; 3) Minimize 
restriction of sibling visitation; 4) On site childcare for siblings; 5) Overnight 
accommodations for families; 6) Provide meals as needed

Inadequate family presence

Inadequate mental health support

Mother’s own milk (MOM) protocols, policies, 
and supports

Compliance with safe sleep practices in NICU

1) Improve communication among medical consultants and primary team; 2) 
improve communication among primary team and nurses

Lack of timely and frequent family updates

1) Standardize timing and content of first family meeting after admission

1) Increase use of interpreter services often and early

1) Utilize parent peer support groups

1) Introduce universal screening for parental depression/anxiety; 2) Provide mental 
health support during NICU hospitalization

1) Reduce parking cost; 2) Provide public transportation vouchers; 3) Minimize 
restriction of sibling visitation; 4) On site childcare for siblings; 5) Overnight 
accommodations for families; 6) Provide meals as needed

1) Increase use of interpreter services often and early

1) Introduce MOM education and support during prenatal period; 2) Early pumping 
initiation; 3) Early and frequent skin to skin; 4) Address lactation issues by 
phone/telehealth

1) Increase use of interpreter services often and early

1) Educate family on all aspects of care they can participate in; 2) Development of 
peer-support groups; 3) Standardize family participation in infant’s care (FICare)

1) Standardize infant sleep practices and environment for all NICU infants



Equity-Focused Quality Improvement (EF-QI)

Families & 

community 

partners as 

compensated 

stakeholders

Stratified

sociodemographic 

data & intentional 

comparator groups

Identifies & 

names root 

causes of 

inequities

Incorporates EQUITY into every step of a QI initiative

Focuses on 

systems 

NOT 

individuals

Reichman, V., Brachio, S. S., Madu, C. R., Montoya-Williams, D., & Peña, M.-M. (2021). Using rising tides to lift all boats:

Equity-focused quality improvement as a tool to reduce neonatal health disparities. Seminars in Fetal and Neonatal Medicine.









Data Report



Responses

Enrolled: 739

Enrollment Completed: 483

Post-Discharge Survey Completed: 178 Chart-Abstracted Data: 570



Language & Insurance
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Race & Ethnicity
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Parental Burdens: NICU

162, 24%

177, 26%

141, 21%

72, 11%

83, 12%

124, 18%

46, 7%

57, 8%

10, 1%

24, 4%

23, 3%

63, 9%

45, 7%

0% 5% 10% 15% 20% 25% 30% 35% 40% 45% 50%

Bills

Transport

Food

Housing

Insurance

Childcare

Getting work

Keeping job

Legal

WIC

Social Security

Equipment

Other

Challenges in NICU

40%

71%
74%

80%
82%

87%

74%

68%

75% 76%

81%

53%

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

2021Q3 2021Q4 2022Q1 2022Q2 2022Q3 2022Q4 2023Q1 2023Q2 2023Q3 2023Q4 2024Q1 2024Q2

Any Challenges in NICU



SLEEP WELL 

UPDATES



Sleep Behaviors: NICU
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Safe Sleep Position
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Post-Discharge Sleep
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Safe Sleep: NICU
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Safe Position Safe Location Safe Items

Safe Position: 

on back only (no side 

or stomach)

Safe Location: 

crib/warmer, Isolette, 

on awake caregiver 

(no infant seat or on 

sleeping caregiver)

Safe Items: 

Suction bulb or pacifier 

permitted (no other 

items)



Overall Safe Sleep
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Hwang SS, Parker MG, Colvin BN, Forbes ES, Brown K, Colson ER. J Perinatol. 2021

Mothers' fear about their 

infants' vulnerable 

preterm state related to 

suffocation, apnea of 

prematurity, and reflux 

influenced infant sleep 

practices.

Education received in the 

NICU and advice from 

other health care 

providers, family, friends, 

and media impacted their 

choices.

Mothers adapted infant sleep 

practices to meet their own 

needs and address the 

perceived safety and comfort 

of infants.

Theory of Planned Behavior 
• 23 in-depth interviews 

• In English or Spanish with mothers of 

preterm infants 

• Recently discharged from 4 NICUs



Colorado NICU Safe Sleep Videos

CHCO Safe Sleep_Video 3_fine cut on Vimeo

https://vimeo.com/costelloproductions/review/994098482/daf02d6ed0
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