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A message from our Founder
& Executive Director

“After the storm comes a calm.”
- Matthew Henry (1662 - 1714)

“Even the darkest night will end and the sun
will rise again.”
- Victor Hugo (1802 - 1885)

In the Old Testament around 750 BC, the
prophet Isaiah wrote about “beauty for
ashes.” There is a reason these quotes
and phrases stand the test of time
remaining in our vernacular for hundreds,
even thousands of years. The words are
as true in our life experience as they are in
nature. There is peace to be found after a
storm, there is hope to be experienced
after a dark period, and there is a
transformation that can come after an
experience so crushing you feel there is
nothing left.

The same is true for our network of NICU
Parent Leaders and the families they
serve as we enter the third year of the
COVID-19 pandemic. When you are within
the storm in survival mode it is often
challenging to step outside and view
things through an objective lens.
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This is why times of reflection are so
critical. Taking a few moments to
acknowledge your hard work and the
accomplishments of your team may
give you (and your co-workers) the
energy renewal needed to move on to
the next phase of a project.

2021 was very difficult for me
personally and professionally. As |
shared during NPN Live! 2.0, my Board
leadership gave me permission |
would not give myself to take an
eight-week leave to tend to my mental
health and that of my family. It was
exactly what | needed to regain my
footing as a wife, mother, advocate,
and leader. Before that moment, | was
entering a state of burnout, distress,
and being overwhelmed.



Having a team in place to carry our
work forward and to be able to look
back over the entirety of 2021 and
celebrate all that we accomplished
collectively has been the greatest gift.

| want to thank my Board for their
unwavering support and hard work.
Few will ever truly understand the
number of hours and the depth of
heart each of our Board members puts
into their role. It is an honor to work
with them and | am forever grateful for
their commitment to innovation and
cultivating an organizational culture of
inclusion, acceptance, and
authenticity.

Thank you to our members for your
continued loyalty to the NICU Parent
Network and for your steadfast
commitment to serving others. You
put the full measure of your souls into
your work every day to build, sustain,
and grow a NICU support organization.
We understand what that takes and we
celebrate you today and every day.

To our supporters, donors, and
partners, thank you for never giving up
on us. Thank you for continuing to
share your expertise and your
resources so that we can continue to
skill up and build up this profession of
NICU Parent Leadership. The very lives
of fragile babies and their families
depend on the long-term success of
our members and our members
depend on us. Without your generosity,
we could not continue.

| hope you enjoy reviewing and
celebrating all that our network has
accomplished over the last 12
months. We look forward to continued
engagement throughout the upcoming
year.

Warmly,
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NPN has chosen to move forward, develop leaders, break barriers, influence change, shape
policy, create pathways (and professions) where there were none, and make a real & meaningful
difference for NICU families across the USA. Our multi-year strategic plan is helping us make

these choices and in equal parts is ambitious, aspirational, inspirational, realistic, and, dare |
say, exciting.

- GIGI KHONYONGWA-FERNANDEZ, NPN PRESIDENT

INCLUSION COMMUNITY ADVOCACY i B ProressionaL a
ENGAGEMENT g =
DIVERSITY POLICY DEVELOPMENT




After two years of intense introspection, reflection, dreaming, and coordinating, we are
pleased to present our three-year strategic plan. This is a living document that we, as an
organization and as a board, are committed to implementing. We are proud of this work and
feel that this plan is positioning NPN for overall growth in professionalism and intent to ensure
what we say we want and need to do will be meaningful and impactful for NICU families. This
plan represents the start of transformation and a new reality for NPN, which will require a
combination of a hard reset, an intentional shift in culture and communication, and an even
more meaningful engagement and support of you, our members.

ACKNOWLEDGEMENTS: This plan would not have come to fruition without the impeccable
leadership of Executive Committee Members, Gigi Khonyongwa-Fernandez & Audrey Cohen,
who acted as our Strategic Plan Advisors and stewards. The full board, committee co-chairs,
several members, and operations team poured countless hours into the development and
brought incredible perspective and insight to ensure the plan is reflective of where our
membership wants NPN to go and how they want us to grow. | would like to thank each of
these devoted NPN members and representatives for their work:
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STRATEGIC PLAN

OUR GOALS OUR OBJECTIVES

Increase awareness of unconscious bias within NICU
Parent Leader community - internally (BOD, operations
team) & externally (NPN members)

lnslision & Dy 2

Increase the number of NICU Parent Leaders representing
underrepresented groups

Increase visibility of NPN membership in the broader
maternal & infant health community

Increase engagement of Parent Leaders through
participation on committees

n | Maintain 85% rate of membership retention |

E | Increase new member growth by 25% each year |

ﬂ | Grow attendance by 35% at all NPN events |

1 Increase awareness of NPN position on issues of
importance to NICU families

Increase our presence at a national level as a thought
leader for issues of importance to NICU families

3 Increase recognition in hospitals of the professional role of
NICU Parent Leaders/peer support

1 Increase diversified funding streams to support staff and
program expansion

Increase grant awards year over year to match incremental
budget increases

3 Maintain a minimum of 6 months of revenue in reserve
(based on monthly run rate)

Increase creation/dissemination of professional
development content

Design/develop NICU Parent Leader certification program
and method for assessing baseline knowledge level
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OUR CSFs/BARRIERS* OUR STRATEGIES

Design and conduct inclusion survey to assess degree
of inclusion experienced by NPN members

LT should reflect communities we serve
Great trainer with engaging DE&I topics
Higher awareness of NPN by other leaders in the
Maternal-Infant Community

CSFs

Develop recommendations from inclusion survey

Lack of trust by underrepresented NICU parents Develop a comprehensive 1&D strategy
Lack of training program
Lack of awareness
Low representation

Lack of value proposition

Select or develop an unconscious bias training
program suitable across the NPN organization

BARRIERS

Understand how our members want to engage with one
another and develop the community

Greater awareness about NPN
Greater awareness among our members ABOUT our
members

Develop a communication strategy plan based on member-
ship feedback on how they want to engage with one another

Existing platform is not user-friendly
Value of our offerings is not clearly communicated to
members
Low levels of collaboration

Implement membership appreciation and retention
plan

BARRIERS CSFs

and onboarding plan

m Review, refine, and update new member recruitment

Get a read on the relevant policy topics of importance
to NICU families (health equity, bereavement care, etc.)

Visibility as experts in the field to key leaders
(legislators, medical community, & advocacy groups)

Develop a comprehensive advocacy & policy committee to
include medical advisory personnel, lobbyists, health policy
analysts, etc.

Lack of expertise in advocacy and policy
Perceived as “just a mommies group”

BARRIERS | CSFs

Educate key leaders about the professional role of a
NICU Parent Leader

Develop a strategic fundraising development plan that
supports growth objectives

Experienced Director of Development
Experienced Grant Writer

CSFs

Identify new grant opportunities and corporate sponsors

Lack of budget to hire additional staff
Time limitations of current board and staff

Identify, launch, and implement new earned income
opportunities (trainings, certifications, etc.)

BARRIERS

Establish quarterly Finance Committee review of
budget to track revenue in reserve

To have a professional designation for NICU Parent
Leaders that is nationally recognized
Having engaging, thought-provoking speakers deliver

Develop a survey of members to identify the 4 most pressing needs
confronting their communities & what their organization needs to
meet those needs.

CSFs

relevant content Identify key competencies of NICU Parent Leaders &

develop/identify a training program for each competency

No existing professional designation of nationally
accepted training programs for NICU Parent Leaders
Lack of clear compensation for NICU Parent Leaders
Lack of recognition of the importance of professional
peer support in the NICU

Job description and value proposition for NICU Parent
Leaders (i.e. the value/impact on families we serve)

BARRIERS

Deliver ongoing programming and resources to
members

*CSFs = Critical Success Factors
Support professional development of NICU Parent

Leaders in alignment with Values & Professional Pillars




GOVERNANCE

EXECUTIVE DIRECTOR

et Sonells

The Executive Director s
responsible for overseeing the
administration, programs, and
strategic plan of NPN and
ensuring the core values of NPN
are maintained and promoted.

OPERATIONS TEAM

The Operations Team handles daily administrative,
communications, marketing, and financial duties.

Bonnie ?eW

Administrative Support

Jewiea Fox

Finance
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Graphic Design
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Digital Marketing

BOARD OF DIRECTORS

Supports the work of NPN and provides mission-based
leadership and strategic governance.

Lty fove
PRESIDENT

National Perinatal Association

Treasurer
Goldman Sachs

Speaking for Moms & Babies, Inc.

Tazueyy Pelle

Connected Forever

,(Wwa—ﬁwm&g
VICE PRESIDENT

Families Blossoming, LLC

Liswe Goubtos

Secretary
NICU Helping Hands

Fell fally

Hand to Hold

Gein G Jhaley

Troutman Sanders ELP
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Partners in Perinatal &
Pediatric Consulting
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MEMBER HIGHLIGHT

Executive Director

Briefly tell us your personal story and how it led you to
start your organization.

My son Max was born in 2012 after a very uneventful and
typical pregnancy at 37 weeks, when he stopped moving.
| had an emergency c-section at our community hospital
and he was transferred to the system'’s Level IV NICU. We
had phenomenal clinical care. We entered a world that
was traumatic and unfamiliar, with a diagnosis with very
little information and support. In the NICU immediately
after transfer, he was placed into whole body therapeutic
hypothermia treatment for 72 hours, cooling down his
body to 91 degrees for Hypoxic Ischemic
Encephalopathy, a type of brain injury. Max was one of the
biggest and sickest babies in the NICU, with a diagnosis
that was not ever communicated to us directly in the
three week NICU stay we had. Once | sleuthed the
diagnosis on his discharge notes, | found others in a
Facebook group called Hope for HIE, about 200-300 of us
at the time, and everyone had a similar story of feeling
isolated and ‘different" from the traditional NICU
messaging of prematurity, and the spectrum of
outcomes was astonishing - from very minimally
impacted to significant disabilities and loss of life. It was
obvious from the very beginning of our journey that there
was a significant need to connect families and build out
resources for awareness, education and support.
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While we had been told HIE was rare, it happens in
roughly 2-3 per 1,000 live births, so far more common
than what classifies “rare” In 2014, a group of us came
together to explore taking the Facebook group into a
nonprofit organization, and we've been growing ever
since aiming to ensure no family faces HIE alone.

What gap does your organization fill for families? What are
the main services your organization provides?

We are the premiere organization globally connecting HIE
families and have built a comprehensive peer-to-peer
support network with over 100 topic, location and
outcomes-based groups, with over 7,000 active families.
We have grown our referral programs to provide
educational materials and support packages to newly
diagnosed families at point of diagnosis in the NICU, and
we provide support programming across the continuum
of the patient and family journey. We serve as a strong
patient advocacy organization, working to ensure equity
in messaging and inclusion in the NICU and PICU spaces
for our families, advocate for improved care,
communication and connection with clinicians, and in
particular for awareness of the impact of trauma on our
families when they do not have an equitable experience to
others. NICU is synonymous with trauma, and we
advocate for better mental health supports in the NICU
and stronger transitions of care to community mental
health services for the entire family. In non-pandemic
times, we plan family and parent retreats and meet ups to
better connect our community. HIE is a catalyst diagnosis
for a myriad of different impacts such as epilepsy,
cerebral palsy, vision, hearing and cognitive, behavioral
and learning challenges, so the NICU is really the start of
a very long journey with the medical system. HIE is a
leading cause of neonatal loss as well, and loss can also
happen with our HIE children in childhood depending on
the impacts, so we provide many supports and
recognition of our loss families to ensure the legacies of
their children are always cherished by our community.
Education is also a significant part of our mission, and we
continue to build out resources for our families to best
equip them to advocate for their children and figure out
how to maximize their child's individual potential. We
coordinate our educational offerings through our Medical
Advisory Board, ensuring we are bringing the very best
information to our families to help them make decisions
and understand resources available, especially with any
subsequent diagnoses.



Every April, we lead global HIE Awareness Month, where
the community has a theme and we share all about HIE,
working to connect more families and focus on ways we
can work to improve the quality of life for children and
families impacted by HIE. Because so many of our
children will be diagnosed with a lifelong disability of
some kind, even mild, we take part in disability advocacy
as well for services, as well as societal changes towards
the disability community.

Where does your organization provide services?
Globally.

What are the greatest needs of families in maternal-infant
health you observe through your work?

HIE is very complex and murky. Families need better
communication and information, and feel empowered to
be parents to their babies, be involved in decision making,
and be heard and understood with what their values are
when it comes to their children. Trauma impacts
everyone, so working on ways to decrease that definitely
iS a priority.

What led you to join the NICU Parent Network? And how
has the network empowered, equipped, and/or enabled you
to grow as a NICU Parent Leader?

Collaborating makes so much sense to lift similar
missions and not be duplicative, where we can take a
collective strength to leverage a larger community that
can create greater change and better support for all
impacted by a NICU stay. Networking with other member
organizations to build a stronger referral network can also
improve getting families the dedicated support for their
diagnosis. | learn so much from other leaders, whether it
is about specific programming implemented, such as
best practices in peer support, or even different
approaches to a similar issue. Truly, we are better
together.

How has the pandemic impacted the community you serve
over the last two years?

The pandemic has taken an already isolating event and
made many of our newly diagnosed families feel even
more isolated, especially when it comes to transitioning
home to community-based services that by and large
flipped to virtual services. Our community began as a
virtual community, so in many ways, we were positioned
to do very well to build off of what we had already started
and grown, with technology tools catching up. Telehealth,
for instance, has decreased many of the barriers that
many of our families face after the NICU with access to
specialists.

What is your greatest wish in terms of the positive impact
the NICU Parent Leader community can make in
maternal-infant health?

Continue on the journey towards equity and connection.
Understand that those with specific diagnoses flourish
when they are connected to that specific community.
Anything else you want our community to know?

I'm grateful to the NPN leadership for their support of our

involvement and advocacy priorities, as well as the
offerings to bring the NICU community together.

Fill in the Blank

NICU and bereaved parents

doing their best.

are

What is the greatest piece of leadership
advice you have ever been given?

q)ith evesy WMI/ cuswe, expeel @W,
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YEAR IN REVIEW

@NPN/Vebinar

featuring

rolacta

BIOSCIENCE

What NICU Parents Need to Know
About New Donor Milk Safety
Concerns

PAID LEAVE ADVOCACY
wn collaporalion wilh

PL+US

NPN helped pass national paid leave for everyone in the
US. Our sign-on letter from over 30 NICU organizations
showed Congress that national paid leave would be
life-changing for NICU families and helped make the
needs of NICU families visible on Capitol Hill.

NPN Zznstemic Response
THINK TANK

Thanks to a Medical Education Grant through

NPN convened a cohort of 8 Support Organization
members to delve into the immediate and longterm needs
of NICU Support Organizations in response to the many
changes our organizations experienced resulting from
the COVID-19 Pandemic. This group of experts in NICU
parent support conducted a landscape analysis of what
the most pressing needs are for NICU parents in the
current global climate, what quickly implemented
strategies and programs have worked well, what has not
served the community well, and what these organizations
need to ensure sustainability of the programs and
services offered to families in our new, virtual world.
Participating organizations included: ICU baby, Saul's
Light Foundation, The Tiny Miracles Foundation, Speaking
for Moms & Babies, NICU Helping Hands, Hand to Hold,
Graham’s Foundation, & The Colette Louise Tisdahl
Foundation

The full grant report will publish 2022

NICU Parent-Led
Pt fo-Poes, Supporll Sewices
POSITION PAPER

The NICU Parent Network (NPN) advocates for the
establishment and funding of peer-to-peer support
services and peer mentoring programs in all NICUs.
To provide consistent support and continuity of care,
NICU and follow-up care providers should partner
with parent-led peer-to-peer support programs in
their community or create their own.

PAID LEAVE ADVOCACY

This is one of the first companies we've heard of to
provide dedicated leave to support NICU families.
Keeping parents and NICU babies together during a
hospital stay is critical to ensure the best possible
outcomes for these families. This policy will have a
powerful impact on the lives of so many, ensuring they
thrive well beyond the NICU. We applaud Pinterest's
leadership and hope other companies will follow suit
to help meet the critical needs of NICU babies and
their parents.

- KEIRA SORRELLS

NPN was pleased to partner with
waterwipes® on the launch

of the Pure Foundation Fund

This new bursary fund in the USA and Canada
recognizes the incredible work of all healthcare
professionals involved in the pregnancy, birth, and
postnatal journey.

Two nominated healthcare professionals won funds
for their department to continue to improve the care of
parents & babies. Also, a WaterWipes Pure Foundation
plaque.




% 4777 97

online staff education courses courses completed since our fellows have enrolled and 24
offered for Maternity Care & launch in 2018 have completed the program
NICU Providers

O The highest number of completions include the courses on Emotional Support of NICU Parents and
Communication.

®) A grant from Mednax-Pediatrix enabled us to offer the 2-hour Advanced Provider Program and its accompanying
Virtual Simulation Exercise, that includes NICU Parent Network members as advisors, to Neonatal Fellows for free.

O We conducted a study in partnership with Stanford University and proved the program’s efficacy in improving
Fellow knowledge and efficacy.

INC

INTERNATIONAL NEONATAL
CONSORTIUM

The (ulluze op Researety ommunicalion in Jlesnalal
Inlenaive (ase Yfndts: Loy Slakehrololes, Pesapectives

JOURNAL OF PERINATOLOGY

In this paper published in the American Journal of Perinatology, we are
reminded of the differences in perception of various aspects of
neonatal research that exist between key stakeholders who are integral
to the care of premature and medically fragile babies in the NICU.

The lead author (and NPN Board Member) Jennifer Degl brought the
very same survey results and draft of the paper to NPN Executive
Director, Keira Levit Sorrells and fellow NPN members Deb Discenza
(Preemie World) and Yamile Jackson (The Zaky) for further review and
comment. Their unique perspectives as NICU graduate parents allow
them to interpret the results in an integral way and to reflect and make
recommendations to bring back to the hospitals and families they
serve. These reflections were also published in the Journal of
Perinatology as an Editorial to the primary paper.

PRIMARY PAPER PARENT EDITORIAL

14



CINPN ve/ 2021 1N review

@ INDUSTRY 1:1
@ MEMBERS ACTION MEETING
@ NPN LIVE! 2.0

TOTAL EDUCATIONAL TOTAL ONE-ON-ONE
PROGRAMMING TIME NETWORKING TIME

17 HOURS 8 HOURS
46 MINUTES 41 MINUTES

ATTENDANCE
RATE INCREASE
THROUGHOUT
EVENTS IN 2021

AVERAGE
ATTENDANCE

6 United Kingdom France
Germany United States

Over 50% of the US Countries Puerto Rico Japan

NICU PARENT NETWORK
YEAR END EVENT ANALYSIS

NPN e/

NPN Live! is a unique
series of virtual events
that are personalized
for NICU Parent
Leaders to connect
with peers, advance
leadership skills, and
improve support for
NICU families
everywhere.

These are NOT
webinars.

We give our members
what they want and
need by creating a
space that supports
thought-provoking
conversations and
connections to the
best NICU Parent
Leaders and Industry
Executives in the
country.

#NPNLIVE

ONPN

NICU PARENT NETWORK



FINANCIALS

2021 REVENUE SUMMARY

Membership $20,975.00

" Events $17,170.00
"~ Grants $55,000.00
B Donations $11,457.03
Professional Services  $4,000.00
$108,602.03

2021 EXPENSE SUMMARY

B Operations $68,404.56
Programs $45,460.72

" Grant Projects $36,400.00
$150,265.28

2800+ in olues selieg piovilesl o NPN Members

The appecsance of & oy is olue lo the aecruesl ampunt nol ereclilesl in the
ealenslar, year & an expende ncieade 44 an investment in the operations team.
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INDIVIDUAL DONORS

R. Carbonier NEANN

M. Male J. Canvasser
J. Degl E. Simonton
E. Whaley N. Aldrich
M. Hynan, PhD D. Discenza
Levitt Family Foundation Hand to Hold
EVENT SPONSORS

INDUSTRY COLLECTIVE

A. Cohen
T. Pella
K. Love
L. Brown
L. Grubbs

Qeepsake




CONNECT & SUPPORT

Yous, famwd‘% Datiess/

We Appreciate Your Willingness to Help!
Your generous support will help foster the
continued growth and success of NICU
family support programs, collaborative
parent/provider relationships, and
initiatives across the country.

The NICU Parent Network offers a variety of ways for support
organizations, graduate NICU parents, industry stakeholders, and providers
to be a part of our mission.

Show Yous, Supposlt/

Let everyone know you support the NICU Parent Network!

INSTAGRAM TWITTER FACEBOOK LINKEDIN YOUTUBE

nicuparentnetwork.org connect@nicuparentnetwork.org 601-345-1772


https://nicuparentnetwork.org/donations/
https://nicuparentnetwork.org/join-us/
https://www.instagram.com/nicuparentnetwork/
https://twitter.com/NICUParentNet
https://www.facebook.com/NICUParentNetwork
https://www.linkedin.com/company/18723439
https://www.youtube.com/channel/UCFfwgQdr5YuNq5Rl1LRQxUQ
https://nicuparentnetwork.org/

nicuparentnetwork.org
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