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What do parents
need in the NICU 

and after 
discharge?

What works and 
doesn’t work for 
parents in their 

own words? What are the gaps 
and the resilience 

factors that 
parents identify? 

Listening to Parent Voices
What works and what doesn’t for parents and families during their journey? 



C a l i f o r n i a  P e r i n a t a l  Q ua l i ty  C a r e  C o l l a b o ra t i v e

• Very preterm infants (<32 weeks GA) and their families face:

• Prolonged NICU stays

• Ongoing medical and social support needs

• Challenges and barriers in day-to-day for parents – for their 
children and for them. 

• Historical approach: clinician-focused, child-only

• Gap: little integration of  parent perspectives on real-life challenges 
and resilience factors across the NICU to HRIF continuum.

PURPOSE
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METHODS

Parents of  infants <32 weeks GA, at discharge or 

HRIF follow-up
Eligibility

Recruitment

Confidentiality

Analysis
Thematic coding of  parent responses; 

results shared with NICUs/HRIF teams

No identifiers, optional demographic questions, 

emails only for gift cards (removed afterward)

QR-code linked REDCap survey 

(English/Spanish/Mandarin/Vietnamese)
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Goal ~ 150 predischarge 

and ~ 150 outpatient

Goal ~ 20-30 interviews

Mixed Method Survey / Interview Project

Part 1: Survey (short, open-ended queries)

• Around NICU discharge, or

• At any HRIF Follow Up visit

• 4 - 6 months 

• ~ 1-2 years

Part 2: Qualitative Parent Interviews

Goal: at least 10-15 NICUs + HRIF sites - Diverse Representation
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Project developed to MINIMIZE time and 
effort by sites! 

1. Socialize/discuss Parent Voices project with 
NICU and HRIF teams.

2. Share handout (flyer) with parents/families:

➢ Print/Post flyer in NICU and HRIF Clinic 
patient areas

** Stanford IRB approved

HOW CAN YOUR SITE PARTICIPATE?
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PART 1: SURVEY
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NICU and beyond

LONG-TERM GOALS:  

In this project, we hope to center and learn from parent voices to: 

1) Educate NICUs and HRIF programs about what works and does not 
work for parents in their journey → leading to improvement; 

2) Ultimately - develop family-centered NICU to home and community 
tools, supporting the life-course journey for children and families.

*Partnering with California state agencies 
including CDPH/ MCAH, DHCS*

SUPPORTING FAMILIES - NICU & BEYOND!
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