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This Webinar is Dedicated to
Will, Sam, Kate, and Luke




Webinar Etiquette

Thank you for helping us make FCC Taskforce Webinars a safe & brave space for all!
By participating, you are agreeing to the following guidelines:

1.Please mute your microphone when you aren’t speaking

2.Please turn off your camera if multitasking

3.All questions & comments spoken and written in the chat should be
respectful, non-discriminatory, and non-judgmental

Topics discussed may illicit strong emotions and feelings. Please reach
out to us if you need support.

m FAMILY-CENTERED CARE

N TASKFORCE
www.fcctaskforce.org



All-In Meeting

— Break down the hierarchy — |nvest in building relationships
— Integrate patient-families — Support and include breastfeeding
mothers/parents

— Prioritize funds to support patient-
families — Demonstrate the impact, progress, and
opportunities

— Intentionally elevate the voices of
women, diverse groups, and individuals = —» Capitalize on the expertise in the room

with rare or unique experiences
— Remain receptive and responsive to

— Make it relevant and personal constructive criticism
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Industry Sponsor

Connecting Babies and
Families in the NICU >

Developed by a neonatologist with support from the National :
Institutes of Health, The smallTalk® NICU Egg™ System /
helps families stay connected with their babies during y
NICU stays. Families make recordings for their babies that

are played by the care team when they can't be there.

Recordings are automatically played at a NICU-safe volume

and duration.

i1,

TASKFORCE

www.fcctaskforce.org



New Organizational Partnerships

-Brnteterfly C H N C

PrOjeC Children’s Hospitals Neonatal Consortium

gt

National Institute for
Children’s Health Quality
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Organizational Partners
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Non-Profit Status!!!
The Family-Centered Care Taskforce has received non-profit, 501 (c)3 status!

Thank you to Mitch Goldstein for helping us secure grant funding
through his nonprofit, Loma Linda Publishing over the last three years.

., ‘ISLPC

EST HING c?® 2018
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FCC Taskforce Leadership Team

Malathi Balasundaram, MD Morgan Kowalski Keira Sorrells

Founder & Executive Director Director of Operations Director of Impact & Strategy
Clinical Professor, Family Liaison, Founder & Executive Director,
Stanford School of Medicine American Academy of Pediatrics NICU Parent Network
Attending Neonatologist & FCC Committee Chair, Committee on Hospital Care Trauma-Informed Professional
El Camino Health, CA NICU Parent NICU Parent

FAMILY-CENTERED CARE
TASKFORCE

www.fcctaskforce.org



Quality Improvement Committee

Co-Chairs

\ Colby Day, MD

Associated Professor of Pediatrics,
Division of Neonatology,
University of Florida Jacksonville

Lelis Bauza Vernon, S.Q.l.L.

State Family Leader, Florida PQC
Editorial Board, AAP Publications

Clinical Advisor, AAP, SONPM

Faculty Family, Vermont Oxford Network

¢ Integrating FCC into quality
improvement

e Support opportunities for small
group quality improvement work

FAMILY-CENTERED CARE

TASKFORCE

www.fcctaskforce.org



Executive Council of Family Partners

Fabiana Bacchini  Lelis Bauza Vernon Latoya Blueford Sahra Cahoon Jennifer Canvasser Nishan Degnarain, MPA

Amy Finn Molly Fraust-Wylie Marybeth Fry Yamille Jackson, PhD

—

Erika Mendence Katrina Moline Alex Zavala



Executive Council of Healthcare Partners

Daphna Barbeau, MD Jessi Barnes, MSN, RN, Cameron N. Boyd, MD Marsha CampbeII-Yeo Robert Cicco, MD Mary oughlin, Jessica Daigle, MD

RNC-NIC, NPD-BC, C-ELBW RN, BN, NNP:BC, PhD, FAAN MS, NNP, NCC-E

Colby Day, MD Jessica Fry, MD Christy Gliniak, Mitchell Goldstein, MD Luann Jones,

PhD, OTR/L, CNT, CPXP, NTMTC DNP, APRN, NNP-BC, NE-BC

Kerri Machut, MD Angelica Moreyra, PsyD Nicole Nyberg, Dharshi Sivakumar, MD Vincent Smith, MD, MPH  Bob White, MD Emily Whitesel, MD

MSN, APRN, NNP-BC



Family-Centered Care
Around the Globe!

The FCC Taskforce began in February e
2022 with just 50 members.

Over the last three years,
our membership has increased to:
e more than 3,000 members
e 49/50 U.S. States & Puerto Rico
e 9/10 Canadian Provinces
e 79 Countries!!!

FAMILY-CENTERED CARE
TASKFORCE

www.fcctaskforce.org



Advocacy Committee

Co-Chairs

Kerri Machut, MD

Attending Neonatologist,

Lurie Children’s Hospital
Associate Professor

Feinberg School of Medicine at
Northwestern University

Nicole Nyberg, MSN, APRN, NNP-BC
Neonatal Nurse Practitioner,

Cone Health

Founder,

Empowering NICU Parents &
Empowering NICU Parents Podcast

Presence Study Toolkit

The spark:

C practice i
parental presence in NICUs during pandemics

The response:

Co=treated best evi 2 i fing parental|
InNICUs

How we got there:

Resolution # 2023 Annual Leadership Forum

Title: Parents and Family Caregivers are not visitors.

Sponsored By: Section on Neanatal-Perinatal Medicine

Date: March 31,2023

Disposition:

Whareas, consistent presence a m«wm mofg»mnw
prlmary herei

s famity caregivers,

e || o st ings positively
mu 5 the child's overall health and long!

care and sha .ao.cn lmmlln‘ﬁw‘ln(m sed
stress, and improvement in the

RESOLVED, that the American Academy of Pediatrics. uun recognize

health, dac u,-nnny u;muupu-m not visitors,
ar

@
RESOLVED, the AAP commits to this in the form of policy statements,
ind ad: for

ights In
system.

by resplr ovi f - wintoskncomort oo

Submitted a resolution to the
AAP Leadership Conference
titled “Parents and Family
Caregivers are Integral
Members of the Patient Care
Team” (#36) supported by the
Section on Neonatal-Perinatal
Medicine (SONPM).

FAMILY-CENTERED CARE

TASKFORCE

www.fcctaskforce.org



Equity, Diversity, Inclusion, Belonging, and Justice
Committee

Co-Chairs EDIB]J Position Paper

Family-Centered Care Taskforce
Equity, Diversity, Inclusion, Belonging. and Justice Position Paper

Jessi Barnes, MSN, RN, RNC-NIC,

NPD-BC, C-ELBW S e
Neonatal Outreach Coordinator,

care unit (NICU) deserves care that honors thesr identity, recognizes thew indiadual needs, and
Atlanta Perinatal Region T ————

VASRFORCE

promotes trust, healing, and resibance.
However, for families that have been intertionally and historically marginalized, this oty
is often compounded by systemic Inequises (e racism, classism, misogyny, etc.), bias, and

NICU Clinical Nurse Educator e T R L

crete mistust, fear, and a sense of akenation - emolions that
hinder the foundation of family-centered care.

G ra d M emoria l H oS |t a | Disparites bases on race, gender dentty, lnguage, famiy composAon, S0CioecoNOmic Stas,
and other dimensions of Gently can lead o addiional harm. Famiies who fee urseen,
unvalued, and/or mesunderstood offen expenes 3 e 55
s critca

. . s are bei b ded, 0
nclusion is under threat - the neonatal community must nise 10 protect our most ineradle
patients and e fanilies.

The FCC Taskforce therefore reaffims its unwavering commment to equity, diversity, inclusion,

T " i t belongng, and justie Inal aspeets of NICU care, cutue, and educaion

Equity
“Silent Signals in the NICU: Ensuring Nonverbal Communication sl and familios wilh o achieve opimal
is Family-Centered” Educational Toolkit oviding the same resources of support 1o everyone. Equaiity

M 4 M I I B s c D FT Project Timeline: January 2026 - December 2026 poizes dilerence.
ia Malcolm, BS, i G TN

S A : z . 3 socal, ultural, and emotional needs. True farmess emerges
Parents of infants in the Neonatal Intensive Care Unit (NICU) face profound emotional and practical ™ * $ocal, cutural, and emational need:
o0 3 . nsive Care Unit ( ) poy practical ut from intentional and individuatized support

s challenges, including stress, fear, and uncertainty about their infant's health and their own role in the
C ommunity Outreach & Programs Care Manager, e B L oy P ] T T B ot o SR s
’ carres heightened weight. Sllent signals—such as posted signag, institutional pocies, bedside ey s unque. nd ot care st efec o
. . . visuals, and even the f the physical shapes a family’s first
O | I H k I H t F d t impression of care and indicates their place within the NICU. While these tools are designed to
e INKie mear oundation inform, organize, and support clinical workflows, they can unintentionally undermine family-
centered care (FCC) when they emphasize restrictions, highlight barriers, or impiicitly discourage
parental engagement.

Senior Research Coordinator, IR ; i

‘will set best practices for silent signals in the NICU to ensure all nonverbal communication is
family-centered. Authored by 12 members from our Executive Council of multidisciplinary

Wa S h i n gto n U n ive rs i ty S C h (o]0} | Of M e d i C i ne healthcare professionals and family partners (former NICU parents) diverse in their lived experiences

and backgrounds, this project will encompass multiple domains:
1) Signage and visual cues that can either welcome and empower families, or discourage their

Clinical Research Coordinator, i e ek
3) ?’fm::e:r:;:a( either promote or inadvertently hinder family partnership

Stanford University School of Medicine Sl 18 a1 el o A o i
5) Design and content of the NICU webpage as a gateway to family engagement FAMILY-CENTERED CARE

6) Staff behaviors and body language in everyday interactions

By creating a unified framework that addresses these diverse but interconnected elements, we wIII I A S K F 0 R C E

provide NICUs with actionable strategies to create y message—spok

or unspoken—reinforces partnership, inclusion, and family-centered care. www.fcctaskforce.o rg




Marketing & Communications Committee

Co-Chairs

Daphna Barbeau, MD
Attending Neonatologist,

Director, Neurodevelopment &
Palliative Care,

HCA University Hospital
Director,

High Risk Infant Follow Up Clinic

Alex Zavala, Family Partner : -
Founder, Facebook

The NICU Dad &
The NICU Dad Podcast How You Can Help:
PFAC Chair, e Follow us! Even if you're not active on
Dell Ascencion NICU Network social media, giving The FCC Taskforce
Family Leader, a follow boosts engagement and drives
Vermont Oxford Network traffic to our profiles!

e Tag us! Tagging us makes it faster and

easier to share and repost your FAMILY-CENTERED CARE

TASKFORCE

content. www.fcctaskforce.org



Newsletter Committee

vel.o9 Py 1 1072026 Vol.0vpg.2 1072026

SEPTEMBER POLL RESULTS

FCC TASKFORCE

NEWSLETTER

The first international, multicenter, collsborative initistive solely dedicated
1o quality improvement In NICU Family-Centered Care.

* September 24 Poll Resuks ‘Subscride 1o our malling list and visit

Vel.09 g & o/202
TRAUMA-INFORMED CARE CORNER
PUTTING FAMILIES AT THE HEART OF NICU CARE
WITH MARY COUGHLIN,MS, NNP, NCC-E

Weicome back to the Trauma- Informed Care Comert I'm 50 gad you're continuing this journey with
e enlors kI f et vpontlmnlbian I the WL 4 ey o fou Lo
NICU is mor i the

tnuumm«

Care s 5o vital
Mlm.ndmnnnm are partners in that process.

* Soptember 24 Webinar Review ‘Qur website t learm more about our
* Trauma informed Care Comer advocacy efforts, read testimonialz
* NICU FOC Messures Suvcv from our members, watch webinar
* Upcoming Office Hour recondings. and access free resources.
« FC Tusdorce iarmaicn TASKFORCE oot things Family-Centered Care.

Part Two:

Lets talk e e

Pt s iy 1ok only Oosering (i by 1 memcummeumxunpumm:-e
team. feeling enpowered, heard, snd respected. When we biing familes into the fokd. we

more equipped to handie the challenges that come their way.

‘Aria’s Journey: Connecting Through Our Shared Humanity'
by Jessi Barnes, MSN, RN, RNC-NIC, NPD-BC, C-ELBW

“This i different than where | was before. s st too bright and very loud. Apprently, we'e in the
* O = Occupetional Therspy
Focus: Developmental care, sentory processing
- P mmnmw
Foa intane mateage, motor skl deelogencrt
7 s e i Tl TELP = Spscrian e Pacicey
50 tight that it hurts 3 Btte bit. Abh, that person fixed It. Thask you, kind stranger! Focus: Feeding. communicat
ropen my oyes > e e e 4 fm okay, Do m dolng my b sy
heart a the same
5ay5 he has to leave for them to

* SENSE Progaaen
+ Natioral Ascodation of Neonata Therzists
T o Ben ::-n'z_

Join 1 the NICU. It s sy to get OCTOBER POLL
Veappadtpnthe s & tckac g (b€ BCLL S o b ot it e rvTy
It you are. an antered Care

Soiutcns Simple acts ke offering transportati
assistance or nmn;mxmmummn e

make
y
fool ampowered, no mattar their Grcumstances. . .

This s where Traums-

can offa support that ot oy helps theirbaby but 50 helps tham a6 3
hat, we's . wa're . We're

+ o how we can bes:
NI, et kee pw = 2t the forefrant:

 supported,
thei baby's care. Togethe
triva, bt Inthe momant and o long after they leave our care.

helps us

NICU, ¥ abie o get Do you have any adwice for
e RS e neonatal therapists experiencing pushback around their presence in the NICU? Ik here to share!

Scan the QR code to Fun FaCt'

check out past

put families

at the heart of everything we do.
Hugz. Mar

Heard from Members:

s e s

Co-Chairs

Bob Cicco, MD

Retired Neonatologist,
Pittsburgh, PA

Former Associate Director,
West Penn Hospital NICU

Morgan Kowalski, Family Partner
Director of Operations,

Family-Centered Care Taskforce
Quality Improvement Family Partner,
Golisano Children’s Hospital NICU
University of Rochester Medical Center

publications! Units who print and post our
! newsletter in their staff spaces
report higher success achieving
buy-in around FCC practices!

“WOW. | have never seen anything like
this before...what a beautiful and
innovative way to communicate to NICU
teams in a way that so humanizes the

work!!! This is incredible!” _?Rgﬁbgaelg%uée

www.fcctaskforce.org



Monthly Poll

Our January Poll is centered around supporting units working toward
implementing holding during cooling for infants with HIE.

Respond Here:

= ' FAMILY-CENTERED CARE
All poll responses TASKFORCE

can be found here!
www.fcctaskforce.org



2026 OffieceHours FCC Community Exchange
Every 3" Thursday at 11am PT/2pm EST

Open Forum

e January 1b5th

e March 19th

e May 21st

e July 16th

e September 17th
e November 19th

A casual opportunity to share your
unit's specific barriers to
implementing FCC practices and
brainstorm solutions for overcoming
them with your peers and FCC
Taskforce leadership.

Mini-Presentations

e February 19th
e April 16th

e June 2bth

e August 20th

e October 15th

e December 14th

Learn from members who have
successfully implemented an area
of FCC during a short
presentation followed by

queStlon and answer. FAMILY-CENTERED CARE

TASKFORCE

www.fcctaskforce.org



Database of Webinar Recordings & Topics

a FCC Taskforce Webinar Database #% 0 &

File Edit View Insert Format Data Tools Extensions Help

]
4
|
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v fx Date
A B C

"Why it is Essential to Provide FCC in the NICU; Expert Insights from Family
Partners”,Meegan Snyder, Nicholas Hall, Mike Hynan, MD, Kimberly Novod, Michelle
Wrench, RN, CCRN, & Jennifer Canvasser, MSW: "How to Provide FCC in the
NICU?", Unit Examples, Malathi Balasundaram, MD & Dharshi Sivakumar, MD from
El Camino Health and Jessica Fry, MD & Kerri Machut, MD from Lurie Children’s
7/14/2022 Hospital https //youtu be/vI30VBO-8L8
"How to Build and Strengthen Your Family Advisory/Partnership Council in the
9/15/2022 NICU", Marybeth Fry, M.Ed, Molly Faust-Wylie, & Jennifer Johnson https //youtu. be/RHS7s2Eds9Y

"Providing Support to Non-Birthing NICU Parnters”, Chavis Patterson, PhD; "Late
Preterm, Term Baby Family Partner Panel”, Amanda Yeaton-Massey, MD, Sha Sha
Chu, Theresa Urbina, D.O, Michelle Wrench, RN, CCRN, Vishal Kapadia, D.O, &
10/13/2022 Betsy Pilon https://youtu.be/0F5CkBSv5-M
"The Need for More Mental Health Professionals in the NICU", Mike Hynan, MD,
Necole McRae; "Local Parental Support”, Dharshi Sivakumar, MD, Michelle Wrench
11/10/2022 "National Parental Support”, Meegan Snyder, Keira Sorrells https://youtu be/AMNPQJKsewQ
“Infant and Family-Centered Developmental Care: Evidence for Practice”, Joy
Browne, PhD, PCNS. IMH-E (IV); "Using Evidence to Guide Parents in Optimizing
the Early NICU Environment”, Bobbi Pineda, PhD OTRI/L, CNT; "Variation in
1/12/2023 Family-Centered Care Metrics Across CA", Jochen Profit, MD, MPH https://youtu. be/HwugZbiSUTM
"How to Provide Better Home Transition for NICU Parents”, Vincent Smith, MD, MPH
& Kristy Love; "Using Technology to Help Home Transition™, Malathi Balasundaram,
3/16/2023 MD https://youtu.be/4UWI_IOOAGs
"Family Engagement and QI", Meg Parker, MD, MPH & Molly Faust-Wylie; "Family
Engagement Examples at the National Level”, Marybeth Fry M.Ed & Lelis Vernon
5/11/2023 SQ.IL hitps://youtu.be/sTSvuxPVelg
"The I-Rainbow: A flexible. evidence-based care path for providing developmental
care in the NICU", Melissa Scala, MSPT, Eilish Byne, MD; "Social Media: A Tool for FAMILY-CENTERED CARE

Connecting with Families”, Daphna Barbeau, MD; "How Mammbha is Closing Gaps in
7/20/2023 Matemal Mental Health Care in NICUs", Maureen Fura, MPA https://youtu be/DefXnPKuyuQ TAS K FO R C E

www.fcctaskforce.org




Website Upgrade

FAMILY-CENTERED CARE
TASKFORCE

www.fcctaskforce.org



GFCN/I’'s BronQ Family Study

BronQ Family: Assessing the Long-Term Impact of
Bronchopulmonary Dysplasia (BPD) on Affected Families’
Health-Related Quality of Life

BronQ Family is an international research project studying how Bronchopulmonary
Dysplasia (BPD), also known as chronic lung disease of prematurity, affects children and
their families' quality of life over time.

B ro n Q To do so, we are inviting parents or caregivers of children born preterm (before 37 weeks

FA M I LY of pregnancy) of both groups
+ who have experienced BPD, and

¢ without BPD

to take part in an online questionnaire on families' quality of life.

We want to learn more about the challenges families face when a child is born preterm, and which experiences are specifically linked to
BPD. Even if your child wasn't diagnosed with BPD but had breathing difficulties, needed oxygen, or required ventilation after birth, your
experience is highly valuable for this research.

Participate in the BronQ Family study!

We're looking for families of children born preterm — whether your child has chronic lung conditions or not.
-CENTERED CARE

KFORCE

www.fcctaskforce.org



Save the Date!
Join us for the 39th Annual

Gravens Conference
“Sensitive Issues in Sensational Times”

G
The
Gravens@

Conference

on the Emvironment of Care
far High Risk Newbaorms

New date & location, same great topics,
.~ workshops, abstracts, and networking for those
who work in Newborn Intensive Care Units.

Come learn with us!

~

at University of Notre Dame

. Notre Dame, Indiana

Pictured: Baby Kole with his Dad

UNIVERSITY OF

NOTRE DAME Abstracts Due [m]x:=4{[u]
| ALC February 15", 2026 w3

S ,_'le’ Co = NT A ERN ! To learn more and register, °.

Wiy aied e Endorsed by the visit our website: E
Loma Linda Publishing Company NIDCAPE Federation internationsl. Inc




