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New Executive Council Members

Caroline Toney Noland - CPQCC program manager 

Dr. Daphna Barbeau - Marketing and Communication Chair

Dr. Vargabi Ghei - FCC Newsletter Committee Chair

New Family Partner - Betsy Pilon and Dr. Vishal Kapadia

Task force Update 
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Unit Examples of FCC; El Camino Health and Lurie Children’s Hospital

Closing & Feedback Survey 
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Taskforce Update

●Formed Nov 2021

●Total number of hospitals: 37 units from 21 states and two international participating 

in 5 small groups; all groups include family partners

●Total Listserv members: 200+

●Email account: Familycenteredcaretaskforce@gmail.com

●Twitter: @FCCtaskforce

●Padlet: See QR Code 

mailto:Familycenteredcaretaskforce@gmail.com


Family Partner Panel 

Moderated by Colby 

Brief introduction of six family partner panelists & Why do you think family centered 
care and partnering with families in the NICU is important?

What is one/few things you feel that health care providers should know or improve 
upon with respect to family centered care? 



Better Together: Partnering with 
Families to Improve NICU Care

FCC Task Force

Jessica T. Fry, Kerri Z. Machut
July 14, 2022



Early conversations
• Shared interest in published models of family-centered care
• Commitment to improving parent/family experiences
• Prior clinical and academic work focused on parent communication, 

decision-making, and perspectives on continuity of care

• Multiple existing hospital resources focusing on the patient and family experience
–  No established ways to incorporate NICU parent voices into clinical, policy, or academic initiatives

8



Overview of Our Unit
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• 64 bed mixed acuity unit
– Private Rooms

• Approximately 500 admissions a year
– 12% from ED
– 37% from Prentice (delivery hospital next door)
– Local outside hospitals

• Average length of stay is 54 days
– 22 week gestation to 1+ year of age
– 31% admitted for surgical intervention
– 23% admitted for respiratory diagnoses



Support Services
• BPD Program
• Care Coordination Program
• Fetal Health

• Social Workers
• Chaplain
• Child Life Specialists
• PT, OT, ST, Music Therapy

• Lurie Family Advisory Board
• NICU Family Experience 
  Committee

10



Starting with data
• Surveyed families about family support 2 weeks after discharge 

Main Take-Aways:
• “Family support” means different things to different people
• COVID changed their experiences of support
• Multiple areas for improvement
• Connections with other NICU families are important
• Most parents endorsed the idea of a resource parent program
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Types of support
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The Family Partnership Council
• Staff recruitment

– Importance of interdisciplinary collaboration
– Open invitation, goal of diverse recruitment
– Monthly planning meetings

• Parent recruitment
– Possible parents identified by staff group discussion >1 year from discharge
– Goal of diverse recruitment 

• Demographics & clinical
• Representative of the patient population served

– Outreach made by staff member familiar with family
– Utilizing hospital-wide Patient Family Experience orientation process
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NICU FPC Meetings
• Monthly meetings, via online platform

– Evening meetings requested by parents

• Began with introductions
– Conversations organically moved towards themes related to improvement

• Selecting a focus
• Introducing QI methodology
• Parent project leadership

Milestones
• Almost 300 volunteer hours!
• Launching 1st parent project
• Launched Culture of Family Centered Care research study
• First in person gathering – Anniversary & Gratitude Celebration 14



Improvement Ideas from Parents
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Journey to Home Discharge Guide
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Example Page
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Thank you!
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Family Centered Care Program (FCCP) in 
Community Level III NICU

Malathi Balasundaram MD
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Chair, Family Centered Care Committee
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Clinical Professor 

Stanford School of Medicine 
Medical Director
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Patient and Family-Centered Care 
and the Physician’s Role

• “Patient- and family-centered care is an innovative approach to 
the planning, delivery, and evaluation of health care that is 
grounded in a mutually beneficial partnership among patients, 
families, and providers that recognizes the importance of the 
family* in the patient’s life.” 

• AAP policy statement, 2012, confirmed in 2018



US News and World Report 
Scoring

• NICU-specific Family Psychosocial Support Program
• Parental presence 24 hours a day, 7 days a week
• Sibling visitation allowed
• NICU specific parent-to parent support groups
• Designated mental health professionals available for referrals
• NICU dedicated multidisciplinary developmental care team
• NICU specific parent advisory committee that meets at least 
quarterly with direct impact to NICU leadership and management 
decisions

• Former NICU family member involvement with QI projects
• Kangaroo care routinely provided to infants receiving mechanical 
ventilation
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Parental Stress in the NICU
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Identify Stakeholders
• Hospital Patient Experience

• Senior Hospital Administration Team

• NICU Specific Family Advisory Board

• Nurses, Ancillary staff and Physicians passionate about FCC

• Our Families!



Family Advisory Board
• Established in 2016
• Initial brainstorming session
• Regular meetings as work progressed
• Meet twice a year, in person and virtually
• Actively recruit parents from NICU reunion
• Currently have ~40 members
• Attempt to gain diverse perspectives
• They provide valuable insight to FCC projects



Components of Comprehensive Family 
Support in the NICU
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Hall et al; The neonatal intensive parenting unit: an introduction Journal of Perinatology (2017)
 
 



Setting 
• 20 bed community level 3 A NICU 

(provides care to infants 23 weeks 
gestational age and beyond)

• Open bay unit with approximate 
delivery volume of 4500 newborns, 
average of 400 NICU admissions 
per year

• Staffed by Stanford 
Neonatologists, nurses, and 
ancillary staff (no fellows, or 
advanced practice providers)



Family Support in the NICU
•Antepartum Interventions
•Post Delivery Communication
•Parent support and comfort
•Encourage participation in infant care
•Early and effective Discharge Education
•Peer to Peer support
•Post discharge follow up



Antenatal Consultation
• Antenatal consult is usually the first contact parents have 

with the neonatal team.
• Periviable gestational age prenatal consultation needs 

careful collaboration 
• Many neonatologists view their main role as information 

provider and inconsistently address social and parental 
issues 

• Parents want written documents/hand outs about what 
they can do for their baby, how NICU works



Antepartum Support
• Created antepartum eBook  
• eBook loaded onto iPads funded by Family 
Advisory Board (FAB) 

• We informed Obstetricians, Perinatologists and 
Staff

• Neonatologists provide the iPads to families 
during the prenatal consultation

• NICU Tour Videos & Wall stories 
• Parents review the contents at their own pace



Wall Stories



After NICU Admission
• Initial maternal communication is limited, 
and a spouse or partner relays most 
information

• Updating the mother immediately after 
delivery and emphasizing early hand 
expression of colostrum is crucial

• Implemented QI work in 2018

• Amazing neonatologists continue this 
work four years later



NICU Support 
● Emotional support:

● Parent comfort team
● Parent Support Group Team
● Arts and Crafts Team

● Empowering Parental involvement:
● Early Hand Expression Team
● Skin to Skin Care Committee
● Reading Program Team
● Infant Massage Program Team
● Developmental Care Team
● Comprehensive Discharge Teaching 

Task Force team
● Reunion Organizing Team
● Post Discharge Follow up Team



Parent Support Group

● Meets monthly with the 
current NICU parents

● Listen to the families to 
understand their needs

● Opportunity for parents to 
connect to each other

● Invited professional 
speaker or a veteran NICU 
parent to attend

● Leadership involvement to 
resolve the issues raised in 
the meeting



ECH NICU 
“Slack” Community 

This is another way of providing emotional 
support
A former NICU parent created our unit specific 
Slack workspace to support the current NICU 
parents
Interested current parents receive an invitation 
to join the group from FCC chair
Parents support each other by participating in 
the discussions 
Two physicians joined this workspace to 
support mentors in our buddy program



Early & Effective Discharge 
Preparation

Balasundaram et al 2021; Increasing Parent Satisfaction With Discharge Planning: An 
Improvement Project Using Technology in a Level 3 NICU

• Quality of discharge teaching is the strongest 
predictor of discharge readiness. 

• We formed a discharge task force in 2017
• Created Discharge eBook
• Integrated into EHR
• Parents reviewed the information early, at 

their own pace
• Discharge readiness score Improved in post 

discharge parent satisfaction survey
• Sustaining the work two years later



Developmental Care 
Quality Improvement Work
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Electronic Health Record 



Parent Buddy Program 

● Setting up the program with support from 
the hospital “Patient Experience”

● Assistance from an expert consultant and 
psychotherapist to design the training

● Recruited former NICU parents (17) in 2019 
● Trained them to become first mentors
● Connected with 39 current NICU parents as of 

now
● Recruit annually in NICU reunion
● Celebrated second year anniversary in April 

2021
● Recognized mentors as FCC stars of the month 
● Mentor and Mentee posing at the reunion

STANFORD 
UNIVERSITY

SCHOOL OF 
MEDICINE



Post Discharge 
Connection 

• Family Advisory Board (FAB) indicated the feeling of abrupt 
disconnection of their “long time NICU family” after discharge

• Created Follow Up Phone Call subcommittee
• Started with <34 week GA then expanded to all NICU admissions
• Written responses shared for improvement
• Reunion team organizes yearly reunion to connect and see the 
thriving NICU babies

• During Reunion, we recruit parents for parent buddy program, FAB, 
QI project 



Challenges
• Recruiting staff for committees, poor staff attendance 

• We created subcommittees with 4-5 staff in each and FCC Chair meet with them
• Formed leadership meeting - FCC chair, Medical Director, Nursing manager, Clinical Nurse 

Specialist, nurse representative from each shift - Meet monthly
• Disseminating information to staff, communication

• Monthly newsletter 
• Posted on the bulletin board, nurses lounge, bathroom
• Email communication

• Timelines and hours for various subcommittees work
• Leadership provides some admin time for subcommittee meeting and activities 
• Some nurses & physicians just do it on their own time

• Sustainability 
• New staff/yearly refresher update orientation checklist
• FCC Chair goes through the checklist and signed off by staff (MD,RN,Trainees)

• Gratitude
• Created “Star of the month” in  June 2019
• Posted on the bulletin board in the NICU



Poster



Sub Committees Members 
SSC committee: Arlene Fleming, Michelle Wrench, Michele Lucido
R.O.A.R committee: Rebekah Babcock, Annie Le, Kelly Matsumoto, Anna Celestino, Melissa Suarez
Early Hand Expression of Colostrum:Lactation consultant - Suzanne DeSandre  

L&D: Kim Hutchison, Amber Nicholls, Theresa Esters, Odiri Maku, Naomi Harel, Sabrina Davis, Paola 
Valenzuela Post Partum Unit: Paige Whitney White, Jamie Huang, Marissa Lontoc, Amie Pecho, Eva Ifeishat, 
Valerie Yermanov, Lanh Dang, Janey Wan, Abigail Galang, Estephani Castro-Torres NICU: Arlene Fleming, Laura 
Haselden, Cristina Canete, Melissa Suarez
Arts and Crafts: Kitty Berghem-Kantor,  Jackie Gomez, Cathi Neylan -Marenco
Post discharge follow up phone call: Nona Mateo, Judy Baldwin, Julie Plank, Kristen Chiaramonte
Discharge taskforce: Luz Corton, Rebekah Babcock, Arlene Fleming, Kelly Matsumoto , Anna Celestino, Kitty 
Berghem-Kantor
Parent Buddy Program: Melinda Porter, Tammy Lee, Sierra Sam, Kelly Younger, Meaghan Andrews  (parent) & 
George Rabanal Jr (parent)
Reunion organizing team: Gilda Primero, Yvonne Chu, Maria Oliver, Tammy  Lee
Parent Support group: Michelle Wrench, Tammy Lee
Infant Massage Program: Karen Brady, Georgette Aquilina, Daisy (Ying-ju) Horng
Palliative & Bereavement Team: Georgette Aquilina, Melissa Lara, Stephanie Vergara (Parent)
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Thank You 

Dharshi Sivakumar – dharshis@Stanford.edu

Malathi Balasundaram MD - malathib@Stanford.edu



Thank you! 

Next Webinar: Sep 15th, 11-12:30 PM PDT
"How to build a Family Advisory Council in your NICU" 

Molly from Beth Israel, Marybeth Fry from Akron’s 
Children’s Hospital, Jennifer Johnson from U. 

Rochester


