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Aim
To educate, create guidelines, and facilitate unit-based FCC interventions in NICU  

Phase 1: 11/2021-4/2022: Program Development - Completed
1. Recruited physicians, nurses, therapists, advanced practice providers, and family partners (15) to 

form the task force & Executive Council
2. Formed small groups, connected with units that have an FCC program 

Phase 2: 5/2022-5/2023: Building a Learning Community - Ongoing 
1. Create networking opportunities for NICUs interested in FCC
2. Educate on the importance of family integration in the NICU through a series of 8 webinars 
3. These webinars and recordings are also shared widely through our member listserv, flyers, and 

social media.

Phase 3:  12/2022- 11/2023:  QI Collaborative 
1. Facilitate 34 centers to build/strengthen their FCC committee and FPC in their local units

Family Centered Care Task Force



Family Partners 

Jennifer Canvasser Lelis Vernon Necole McRae  Keira Sorrells Marybeth Fry Kimberly Novod Michael Hynan 

Nicholas Hall Molly 
Fraust-Wylie 

Michelle Wrench Betsy Pilon Vishal Kapadia Katherine Huber Meegan Snyder Kristy Love 



New Executive Council Members

Emily Whitesel MD
Group 4 Co-lead
Attending Neonatologist
Director of Family Experience
Beth Israel Deaconess 
Medical Center

Lori Gunther, MS,CPXP
Chief Executive Officer
Synova Associates 
Advancing Nurse Leadership

Elizabeth Simonton 
Co-Founder/CEO 
ICU baby
Family Partner for Small 
Group 1

Morgan Kowalski
Family Partner 
U. Rochester 
Family Partner for Small 
Group 3 



Newsletter 

Newsletter Committee 
Chair

Dr. Vargabi Ghei 
Attending 

Neonatologist, 
HCA East Florida 
Northwest Medical 

Center



Dr. Daphna Barbeau 
Neonatologist HCA 
University Hospital 
Director, High Risk 

Infant Follow up Clinic 

Communication & 
Marketing Chair

Twitter

Follow us at:

@FCCTaskforce









Our SMART (Specific, Measurable, Achievable, Relevant, Time 
bound) aims are:

1. We aim to increase the percentage of NICUs who have a very 
active (defined as at least meeting quarterly) NICU-specific FCC 
Committee from a baseline of 15% in Aug 2022 to 50% by Nov 
2023.  

2. We aim to increase the percentage of NICUs who have a very 
active (at least meeting 1-2 times a year) Family Partnership 
Council from a baseline of 12% in Aug 2022 to 50% by Nov 
2023.  





Small Group Leaders 

Group 1: 
Kerri Z. Machut, MD, Lurie Children’s Hospital of Chicago
Jessica Fry, MD, Lurie Children’s Hospital of Chicago
Elizabeth Simonton, Family partner 

Group 2: 
Dharshi Sivakumar MD, Stanford/El Camino Health NICU, CA
Vargabi Ghei MD, HCA East Florida Northwest Medical Center
Katherine Huber - Family Partner

Group 3: 
Colby Day, MD, University of Rochester Medical Center
Daphna Barbeau MD, HCA University hospital, Davia
Morgan Kowalski - Family Partner



Small Group Leaders 

Group 4: 
Emily Whitesel MD, Beth Israel Deaconess 
Medical Center
Timothy Palmer MD, Penn State University
Molly Wylie, Family Partner

Group 5: 
Robert White MD, Beacon Children's Hospital
Malathi Balasundaram MD, Stanford/ECH 
Keira Sorrells- Family Partner
Michelle Wrench - Family Partner



QI Mentors 

Jeff Meyers, MD
Associate Professor of Pediatrics,
University of Rochester Medical Center
Medical Director,Golisano Children’s 
Hospital at Strong NICU

Wendy Timpson, MD
Attending Neonatologist
U. Massachusetts Memorial 
Medical Center

Henry Lee, MD 
Clinical Professor
Stanford University School of 
Medicine



Taskforce Member Update
● 300+ listserv members from  

90+ hospitals 

● Padlet: Scan QR Code 



➔ Only ⅓ of California NICUs have an 
FAC

➔ Less than ⅓ formally involve family 
members in QI work

➔ Many developmental infant outcomes 
depend on family involvement 

➔ Families can improve care at a systemic 
level by shaping programs and policies 
to meet the needs of families in the 
NICU as well as post-discharge

CPQCC Family Advisory Council (FAC)



➔ CPQCC is currently seeking funding for a state-wide FAC to advise CPQCC activities as 
well as act as a catalyst for local FAC development

➔ The FAC will consist of 6-10 diverse NICU family members taking race, ethnicity, 
geography, language of preference, family structure, and other characteristics into 
consideration

➔ The CPQCC FAC will also create and curate educational materials to guide and support 
local NICUs in developing their own FACs and make these freely available on the 
CPQCC website.

➔ CPQCC will also offer $5,000 mini-grants to CA NICUs to help kick start their FACs 

CPQCC Family Advisory Council (FAC)



Poll results 



Today’s webinar is dedicated to the NICU children of 
our speakers: 

Sophia, Max, & Grace.  



Marybeth Fry, M.Ed.



How to Build and Strengthen Your 
Family Advisory/Partnership 

Council in the NICU

Marybeth Fry, M.Ed.

Lead Family Partner – NICQ, iNICQ, EBCD

Vermont Oxford Network

NICU Family Care Coordinator

Akron Children’s Hospital



Akron Children’s 
Hospital

► Akron Children’s Hospital – 
Akron, OH

► Level IV regional transport 
NICU in free-standing 
children’s hospital 

► 75 bed, single-patient room 
unit divided into 3 wings on 2 
floors

► Patient population – premature 
and sick newborn babies, as 
well as babies requiring 
surgical care and NAS/ESC 
treatment



About My Role

► NICU Family Care 
Coordinator

► Volunteer/Parent Mentor/  
NICU FACT member – 
2009-2014

► Paid Parent Position/          
NICU FACT Lead – 
2014-present



Family 
Advisory/Partnership 
Council

� Akron Children’s 
Hospital Family 
Advisory Council

� PICU FACT

� Hematology FACT

� NICU FACT

� FACT = Family Action 
Collaborative Team



NICU Family Action Collaborative Team
“NICU FACT”

► Established by group of NICU 
graduate families in 2005

► Volunteers; worked without 
Parent Mentor Coordinator to 
establish group

► ACH employee group 
member/mentor

► Report to larger 
hospital-wide FAC

► Some members participated 
in Vermont Oxford over time 
with ACH



Projects Over Time

► Celebration & Support Dinners for NICU 
families
► Financial Support

► March of Dimes 
► Donor funds
► Capital budget

► Review and development of educational 
materials

► Family Mentorship
► Group and individual
► Face-to-Face, phone calls, email 

communication



Challenges & Solutions

▪ Families growing, changing 
and relocating over time

▪ Leadership changes

▪ COVID-19 restrictions

▪ Active recruitment, terms 
of service

▪ Continue communication 
with role of group; seek 
meaningful projects

▪ Leverage online platforms 
to continue the work



Recruitment

Bedside staff

Events

• Reunions
• Fundraisers

Promotion of FAC work in unit

• Families see and experience the impact of the work and want to 
give back

*Membership should be reflective of your unit 
make-up!



Molly Fraust-Wylie, MA



BIDMC NICU Family Advisory 

An Introduction and overview of our program



Hello!
I am Molly Fraust-Wylie

Former NICU Parent, now NICU Advocate

You can find me at mfwylie@bidmc.harvard.edu
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A picture is worth a thousand words

This is the first time I met 
my first son, Max. He was 
born at 32 weeks (after 6 
weeks of bed rest ) and 
was on the BIDMC NICU.
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He’s 9.5, a 4th grader! Healthy, happy, and a big brother 
to Renzo, who is 6. Our experience on the NICU 
changed our life and now I work with other NICU 
Families like ours. 

 



The Klarman Family NICU Philosophy of Care

Welcome to the Klarman Family NICU.

Your Family is part of the care team.

Here we:

Value families and all the love and knowledge they bring.

Support the uniqueness of all families and cultures. 



But what do you do?

Let’s start with the NICU C.A.R.E.S. Program



 
Compassion Advocacy Respect Empathy 

NICU CARES

Support 





This program develops and 
coordinates social and informational 
programs to help families during their 
baby’s hospitalization.

In addition, the NICU C.A.R.E.S. 
program helps families connect with 
other parents during and after their 
hospital stay



Involving Parents During & After Their Stay

-Parents at Rounds

-NICU Family Advisory Committee

-Parents on NICU Subcommittees

-Craft Nights for Alumni*

-Online Facebook Community for 
Graduate Parents

-Let’s Get Together Today

-FICARE

-VON 

-1:1 virtual/in-person support
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-MyNICU 

-Music Therapy with Berklee College 
of Music*

-iPads & Kindles 

-LTL Learners Program

-How Can We Help Document

-Alumni Events*

- Sibling Support*

-Meditation & Relaxation for parents 

- Bereavement and Memorial Service



NFAC

Why We Formed a NICU Family Advisory Committee- 2005
• Increase in programs through NICU C.A.R.E.S. for Families initiative
•Family Satisfaction Surveys
•Growing demand for parent involvement
•High value placed on parent perspective
•Need for funding



The mission of the BIDMC NICU Family Advisory 
Council is to touch the lives of each NICU family in a 
positive and lasting way.   Our goal is to complement 
the NICUs outstanding clinical care and embrace the 
hospital’s commitment to Family-Centered Care with 

programs and initiatives that acknowledge and support 
the family in a time of crisis, and to extend the 

relationship between the family and hospital well 
beyond discharge.  The NICU Family Advisory Board 

will support this mission through representative 
feedback on existing and future programs, facility and 

policy enhancement, staff/family relations, 
development and fundraising and other issues related 

to the needs of NICU families.



We also have 3-4 parents on *most* of our NICU Subcommittees

- 18 committees that are multidisciplinary working groups

- Meet monthly but we only ask parents to join at least 2-3 meetings virtually or in person as they can

- Generally we start talking about parent involvement 1 year post discharge. I talk to all the staff to see who they think might be a 
great fit to be involved. 

But HOW?!

• Use multiple channels to connect with families: emails, phone calls, if you have an alumni group or a parent support person, 
engage there. Cast a wide net and know some families will express interest but not be able to commit 

• Create a “stay in touch” document for discharged families that helps you understand where their interests lie and to what degree 
they want to be involved. Keep it active & updated. 

• Families want to be a part of NICU QI work and giving them a way to help future families is a GREAT way for them to give back 
after their experience. 

Subcommittees



No really… how?!

• Relationship building.  We cannot expect our NICU families to be vulnerable right away. We need to build trust and establish 
connection and a relationship. This starts at the bedside during their NICU stay and lasts for many, many years or in some 
cases, a lifetime. 

• Trust in sharing experience is very important – families need to feel safe in sharing the good & the bad about their experiences. 
When sharing or disclosing clinical information with NICU families use content warnings as appropriate and understand they 
may have reactions to the language often used in NICU settings by clinicians. 

• Talk to NICU Staff and nurses especially. Tell them about the project and see if they can think of families that might be a good fit. 

• Flexibility- working families may not be able to meet regularly at 12 noon. Is Zoom an option? Can you do some nights? Can 
involvement happen over email or in a group online?

• Be up front about the ask. What is the time commitment? What staff will be involved? Will they connect with other NICU 
families? 

• Compensate if you can!!! Budget for participation in your project to include paying parents for their time and expertise. We do not 
currently compensate our NFAC but we offer them free parking and meals during meetings (when in person) and for our NICU 
projects we try to give some compensation or small appreciation (hospital swag) if possible for their help and participation 

• Utilize interpreters and if you can, have staff involved who speak the languages of the families you are engaging. 

• Provide transportation, paid parking & childcare whenever possible – (we mainly provide childcare for things like focus groups 
and video projects)



Diversity in many ways

We should be prioritizing welcoming people from different backgrounds- like race & ethnicity. 

• Consider not only race & ethnicity, but also sexual orientation, family structure, gender, financial situation, physical & mental ability, 
and education level. 

• Diversity in family structure- Are you engaging LGBTQIA-headed families? Single parents? 

• Cultural diversity- Families who do not speak the dominant language on your unit. 



NFAC and Subcommittees and COVID
• Moved to virtual, quarterly Zoom calls
• Increased participation for NFAC – 20-25 family caregivers on our 

Zooms providing feedback and hearing updates about the NICU 
during COVID

• Decreased participation in subcommittee work
• Less parents available to join monthly calls
• Zoom fatigue
• Emailed for feedback with documents, etc. 



THANK YOU!
Contact info:
MFWylie@Bidmc.Harvard.Edu 



Jennifer Johnson



   
   Jennifer Johnson,
   Director of Family & Community Outreach

   
    UR Medicine 
    Golisano Children’s Hospital
    Rochester, NY
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8 story tower

NICU: 
-44 Private beds
-24 beds in step-down unit
-Often at 100% capacity
-Only level 4 NICU in region
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How did you build the FAC/Family Partnership Council programs in your local NICU? 

*Lots of credit to Social Work Clinical Manager Carla LeVant, L.M.S.W. 

Carla’s 2012 Poster Highlights:

*A Family Advisory Council was established to gain 
parental input for the NICU’s policies and procedures. 

*Expanding parent visiting hours and allowing parents to 
stay in unit during rounds and shift changes

*Establishment of a parent advocate/peer support 
volunteer position

*Improvements in discharge planning and follow-up

*Parent participation on hospital committees for 
planning and quality
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2019: Joined hospital as Dir. of Family & Community Outreach
          On our website…

2011: Became mom to Grace. She taught me a lot!
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Family Connection Program Launch: January, 2020

Pre-Covid Engagement Opportunities:

- Family Advisory Council
- Quality Improvement
- Sharing stories for PR/Marketing/Advancement
- Bereavement Council
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How should the Family Connection Program Exist?
- Virtually
- HIPAA Compliant
- Equitable fashion
- Reflecting our Values
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Did you have financial support? How are you planning to sustain this?

“Back-up needed!”…

Asked for Family Connection Program Coordinator in hospital budget

NICU pursuing a donor for a paid Parent Advisor position

Partnered with office that tracks on-site volunteers to help with 
virtual volunteers

Grand Rounds with Bev Johnson of Institute for Patient and 
Family-Centered Care 

Update website
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Jennifer Johnson
Director of Family & Community Outreach at Golisano Children’s Hospital

Jennifer_Johnson@urmc.rochester.edu

On behalf of our families, thank you for the 
opportunity to talk about this work!



Q&A
Moderated by:

Ashwini Lakshmanan, MD, MS, MPH & 
Courtney Breault, RN, MS, CPHQ



Scan below to join the 
CPQCC mailing list!



Evaluation Survey


