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Spina Bifida Association Mission

The mission of the Spina Bifida Association is to promote the
prevention of Spina Bifida and enhance the lives of all affected.

We work to make a practical, positive difference every day, helping
to improve care so individuals can enjoy life to the fullest.

We provide information, resources, assistance, advocacy, and
connections to help all those affected by Spina Bifida




SBA Core Programs

Care
Education Network
& Support Building




RESEARCH

SBA, through the Spina Bifida Collaborative Care
Network, leads research to enhance the quality of life
for people with Spina Bifida.
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Facilitate Research

Registry for women with
disabilities interested in
participating in
gynecological and
reproductive health
research (University of Ml)

Body Composition and
Energy Expenditure in Youth
with Spina Bifida (University

of WI Milwaukee)

Patient care perspective on
the catheter-using
experience and the decision-
making process to buy
catheters (Northwestern
University)

Survey to learn more about
patient and caregiver
experiences managing

congenital urologic
conditions (UCSF)

Neonates with
Myelomeningocele and
Sleep-Disordered Breathing
(University of Ml)

Sexual health education for

people with Spina Bifida and

Cerebral Palsy (University of
WI Madison)




Research Age nd HEALTHCARE GUIDELINES

RESEARCH GAPS

* Publish Guidelines - research gaps

identified
* Publish community- research priorities
identified
Patient- Non-patient-
oriented non- oriented registry
registry research research
HIGH
PRIORITY
RESEARCH PRIORITIES OF RESEARCH
PEOPLE LIVING WITH RESEARCH THAT CAN BE
SPINA BIFIDA DONE WITH NSBPR
Patient- : : -
* Use community’s research oriented * Review cqu\munlty pI’IOFItI?S and
oriorities to advocate for - opportunities for research in
funding (NIH, PCORI, etc.) and to e NSBPR

* Review Guidelines and
opportunities for research in
NSBPR

identify Calls for Proposal that
investigators can pursue



CLINICAL CARE

SBA spearheads, through the Spina Bifida
Collaborative Care Network, efforts to improve clinical
care for all people with Spina Bifida.



Clinical Care Approach




Clinics/HCPS

Schedule Information Register Now Sponsors & Exhibitors
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Translational Research

GUIDELINES FOR THE
CARE OF PEOPLE WITH
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Outcomes
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About the National Spina Bifida Patient Registry

CDC programs and research improve the quality of life and encourage full
participation at every age for those with spina bifida. In 2006, a survey of spina
bifida clinics across the United States conducted by the Spina Bifida Association
(SBA) identified differences in staffing, delivery of services, and patient care. To
address these gaps, SBA's Professional Advisery Council advocated for the
establishment of the National Spina Bifida Patient Registry (NSBPR) at CDC, to
collect the scientific data needed to evaluate existing medical services for spina
bifida patients. Established in 2008, the Registry provides the framework for a
systematic approach to improving the quality of care received at spina bifida
clinics nationwide.

The CDC funds and manages the NSBPR. Progress toward project milestones is monitored, and experts are consulted to
ensure the scientific data are useable and valuable to researchers, health care professionals, and families affected by spina
bifida.

Findings from the National Spina Bifida Patient Registry

The Centers for Disease Control and Prevention (CDC) reports findings from the National Spina Bifida Patient
Registry. The Registry collects information from patients to better understand the associations between medical
procedures and health outcomes.



Transition Support




Adult Care



Partnerships

American Academy

%mtlmc'm;l of Pediatrics
A;':Og{g;fion DEDICATED TO THE HEALTH OF ALL CHILDREN™

N\
" ® | Association of Academic Physiatrists
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ADVOCACY

SBA advocates for positive change to the issues
impacting the lives of people with Spina Bifida.



Strategies for Advocacy

Grassroots

Appropriations Coalitions

Teal on the Hill - Advocacy K State




Teal on the Hill
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2019 Advocacy Priorities




Appropriations




CDC Funding Increase Will Aid

Increase clinic participation in NSBPR

Social Determinants

Research Barriers to Adult Care of Health

Hydrocephalus Sudden

Protocol Unexplained Death O Peerels it £




Grassroots

Teal on the Hill

e
e

Teal onthe Hill General Info Schedule Event Questions Virtual Teal on the Hill 2019 Presentations

Be Part of Teal on the Hill from Anywhere!

Our second annual Teal on the Hill advocacy day has nearly 125 people attending.
We're looking forward to meeting with members of Congress to make connections,
advocate for people with Spina Bifida, and tell our stories.

We know not everyone is able to travel to advocate, but you can join in from wherever
you are by participating in SBA's 2019 virtual Teal on the Hill.

Join SBA's 2019 virtual Teal on the Hill from any tablet, smartphone or computer and
contact your Members of Congress with a few clicks of a button. Messages have been

created for you to send via email, Facebook, and Twitter. You can tailor the message to
share your story and focus on issues important to you.




Coalitions

Support other disability legislation

Support select corporation legislation

Support other health related legislation




2019 Advocacy Priorities




EDUCATION &
SUPPORT

SBA Empowers members of the Spina Bifida
community with information and support to improve

their quality of life.



Education and Support

Education and Support

Information & Support

Education




Information & Support
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What is Spina Bifida Life With SB

National Resource Center

Contact the National Resource Center

Urgent qmggnong’ please call 800-621 3141, ext. 35 {Hablamos t}%par\o!‘
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An Expectant Parent’s Guide

to Spina Bifida:

The answers to your questions
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NICU Experience: Questions from Parents of Babies with
Spina Bifida
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Health Care for Women

What women with Spina Bifida need to know about sexuality,

fertikty and preventive care.
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Fertibty n women with Spina Bfida
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National Resource Centers ™=,

National Resource Center Contact the National Resource Center

SBAs National Information and Support Center (NISC) is the only service in the United
States exclusively dedicated to addressing your questions about living with Spina
Bifida. Whether you have Spina Bifida; recently learned that you are expecting a child
with Spina Bifida; are a parent, family member, caregiver or other loved one of a
person with Spina Bifida; or provide care or community services to people with Spina
Bifida, the NISC can help you:

e Find the closest SBA Chapter or support community

¢ |dentify the nearest Spina Bifida clinic or center of care

Find local support agencies and services

Submit complex health-related questions to specialists in Spina Bifida care

Find information to address learning and health challenges in the school
environment

Identify health fact sheets

...And more!




NETWORK BUILDING

SBA serves as a hub to connect Chapters, clinics, and
the broader community to improve the quality of life
of people affected by Spina Bifida.



Network Building

Network Building

Strengthen SBA Chapters

Strengthen awareness and understanding of SBA activities
and resources for all audiences




SBA Chapters

Delaware Georgia- Greater New
Valley Tennessee England

Northeastern

Carolinas Colorado

Intermountain

Central Florida !
Region

Mid-Atlantic
Region

North Texas

New York




Communications

BLOG POST

Spina Bifida Advocates Turn the Hill Teal

), cnnon UPDATE

WE TURNED THE HILL TEAL

On May 8, 2018, over 115 Spina Bifida advocares from 27 states descended on Capitol Hill, holding
aver 75 meetings with Members of Congress for the Spina Bifida Association's 2nd annual advocacy

day, Teal on the Hill,

QOur fierce advacares asked their members to fund an increase of $2 million for the National Spina
Bifida Program (NSBP) at the Centers for Disease Control and Prevention (CDC); protect access for

specialized equipment for manual wheelchairs by supporting the House and Senate bills (HR 3730

and S 486 respectively) and sign on to the Spina Bifida Caucus

And, at the end of the day, we received word that our request for 38 million for the NSBP at the CDC 2
On May 8, 2019, over 115 Spina Bifida advocates from 27 states descended on Capitol

had been approved by full House Appropriations Committee. The work continues as it moves 1o the Hill holding C rinac with Mamb £ o for oh Rificl

Senate,

Mark Your Calendars

The 2020 Teal on the Hill will be held Sunday, April 26 - Tuesday, April 2&. We'll be returning to the

same hotel, Hilton Old Town Alexandria. More to come.
Join SBAs Virtual Teal on the Hill

You can advocate from anywhere using your smartphone, tablet, or computer. We've created

messages for our three major “asks,” and with a few clicks, you can send messages via email and

oY

Twitter. Please censider sending messages for all “three asks.” Take action here, Home a2
Avout hlked~ ) Folowing~ -+ Crese Fundraiser

Donna Jones testifies before the House Committee on Labor Health and Human Services v
Events 0,

Wateh Danna Jones, an adult fram Califarnia, testimony. -

. . - . Photos Photo: Q Tog Friends Checkin

Teal on The Hill Scholarship Recipient: Diane Glass - In Her Own Words L e)) (ak Nt (@ che
Groups
P Services. Spina Bifida A X

= ssociation

Diane Glass, an adult with Spina Bifida from lowa, was a member of “Tom's Team” - a scholarship
K peogse e s ichasng Mie
Gontas aed 181 bents

recipient from Tom Baroch Memeorial Schalarship, which was generously donated by his family in

memary of Tom, an adult with Spina Bifids who passed away in November 2018. Schalarships were Revens

L dad b Ch s 1 icine fiund iz ar s I B D Funarassers
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Board Members & Advisors
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MD

Timothy Brei,
MD Medical
Director, Seattle
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Hopsital

McKay David
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Board Members

\EIRIE Wilson
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Professional Advisory Council

* Brad E. Dicianno, MD, Chair e Amy Houtrow, MD, PhD, MPH
* Timothy J. Brei, MD, FAAP, SBA * David B. Joseph, MD
Medical Director e Suzanne Wilhoit McKee, RN, BSN
e Richard C Adams, MD e Paula Peterson, APRN
e Patricia Olson Beierwaltes, DNP, e Jonathan Routh
RN, CPNP  Samuel Rosenfeld, M.D.
e Robin M. Bowman, MD * Deidre Ryan, MD
e Paige Church MD e Kathryn Navarette Smith, RN, DrPH
e Mark S. Dias, MD, FAAP e Konrad Szymanski, MD
* Nienke (Prins) Dosa, MD, MPH e William O. Walker, Jr., MD
e Ellen Fremion, MD * Hadley Wood, MD
* Toyia Greene, MSW e Andrew Zabel, Ph.D., ABPP-CN

* Betsy Hopson, MPH



SBA Staff

Sara Struwe,
President & CEO
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Chief Operating
Officer/Controller
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Accountant
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Research &
Program Director

Juanita Panlener,
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Marketing &
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Director

Nora Henle,
Marketing Manager

Samantha
Greenburg,
Marketing

Coordinator

Kristi Wass, Chapter
Development &
Walk Director

Elizabeth Merck,
Development
Director

Christina Berlin,
Development &
Walk Manager

Sherita Brace,
Corporate &
Foundation Manager
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