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We're On A Mission
To build a better and brighter future for all
those impacted by Spina Bifida.

Our Priorities
Research
We identify the needs of people with Spina Bifida, bring health care
professionals together to share the latest in treatment and care, identify
clinics with the best outcomes, and inform and encourage future Spina
Bifida research.

Advocacy
In addition to advocating for funding for Spina Bifida programs at the CDC;
disability rights; and affordable, accessible health care, we empower those
with Spina Bifida to share their stories to create change in their communities.

Education
Through in-person and online education programs featuring medical
experts, parents, and adults, we help individuals with Spina Bifida learn to live
safely and successfully with a disability.

Support
We provide resources and referrals in English and Spanish to individuals and
families in need.
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Research
$768,772

Education
$375,452

Fundraising
$300,645

Member Services/Chapter Development
$251,327

Government Relations
$159,288

Management and General
$143,868

Information and Referral
$39,525

Our Financials

Federa
l G

ra
nts

Foundatio
n G

ra
nts 

and C
ontri

butio
ns

Special E
ve

nts

Bequests

Donate
d Serv

ices

Federa
te

d Fundra
isi

ng O
rg

aniza
tio

ns

Confe
re

nce and M
eetin

gs

In
ve

stm
ent I

ncom
e

Sale of M
ate

ria
ls 

and Serv
ices a

nd O
th

er

PPP Loan Forg
ive

ness

$1,250,000 

$1,000,000 

$750,000 

$500,000 

$250,000 

$0 

Expenses: $2,038,877

Net Assets Beginning of the Year:
 $910,095

Net Assets End of the Year:
$1,206,001

Income: $2,334,783

Note: Financial information
was compiled utilizing SBA's

2021 Audited Financial
Statements.
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Our Board of Directors
Michael Harty, Jr., Chair
Maria Bournias, Esq., CPA, Chair-Elect
Nicole Gower, Immediate Past Chair
Anshul Varma, Secretary/Treasurer
Doug Burns
Brad Dicianno, MD
Nancy Gore
Melissa May
Wilson Neyland
Chase Phillips
Kathryn Ann Navarette Smith, RN, MN, DrPH
Marie Thoming, PE
McKay Tolboe
Dawne Widener-Burrows
John Wiener, MD

Advisors to the Board

Our Staff
Timothy J. Brei, MD, FAAP, Medical Director
Stephanie P. Hales, Legal Counsel

Sara Struwe, President & Chief Executive Officer
GlenRae Brown, Chief Financial Officer
Sheliah Roy, Chief Operating Officer, outgoing
Mike Wood, Chief Operating Officer, incoming
Christina Berlin
Nora Henle
Sarah Hurst
Juanita Panlener
Libby Riordan
Giana Spear
Judy Thibadeau
Kristi Wass 3



Our Programmatic
Highlights

Received over 1,500 catheter survey responses that are currently
being used to advocate for health insurance companies to
change catheter reimbursement policies.

Over 40 children took part in the first-ever Virtual Kids
Adventure Week. From adapted fitness sessions and toy-boat
building to a virtual scavenger hunt, this event provided a way
for kids in the Spina Bifida community to connect with others
during a time when world went virtual.

Expanded our Adapted Fitness Club providing a place for
community members to get their body moving and help benefit
their overall health through weekly classes and monthly wellness
sessions.

Created nine “Spina Bifida: Your Guide to a Healthy Life”
guidelines, in English and Spanish, to help people with Spina
Bifida better understand their health and arm health care
professionals with accurate information when it comes to
treating our community members.

Held nearly 90 congressional meetings with almost 200 Spina
Bifida advocates across the country during Teal on the Hill.
Advocates spent hours pushing for an increase in funding for the
National Spina Bifida Patient Registry.
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Our Programmatic
Highlights

Launched a new Ask the Expert program which offered a new
way for people to receive information and ask questions live to
experts in the field.

Almost 300 clinicians from across the globe attended the first
Spina Bifida Community-Centered Research Workshop.
Breakout groups were created to dive into potential research
topics that will better the lives of the Spina Bifida community.

Over 500 people attended the four SB-YOU webinars held
throughout the year. SB-YOU is a webinar series created
specifically for adults with Spina Bifida, giving them a place to
hear directly from experts.

Added 35 new Clinic Care Partners. These clinics meet 10
standards identified as best practices to care for people with
Spina Bifida. These clinics have dedicated health care
professionals who partner with people living with Spina Bifida
and their families to provide expert care and help identify
research priorities.

Provided support to seven research projects, adding our
community voice and experiences to these projects, compared
to four projects in 2020.

Raised over $10,000 through our efforts during Spina Bifida
Awareness Month.
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Thank You

Thank you to the many individuals,
corporations, and foundations who
supported our work in 2021, and our Board
of Directors, Advisory Councils, and other
committees and volunteers who donated
their time and energy. 

SBA is a 501(c)(3) charitable nonprofit
organization, and we depend on your
donations. Your tax-deductible gifts allow
us to serve the more than 166,000
individuals living in the United States today
with Spina Bifida, their families, and the
health care professionals who care for
them.

If you have additional questions or
would like information on ways to give,
visit www.spinabifidaassociation.org or
contact Jenna Brown, National Director
of Development, at jbrown@sbaa.org. 6


