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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 
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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 MI)

Patient care perspective on 
the catheter-using 

experience and the decision-
making process to buy 

catheters (Northwestern 
University)

Neonates with 
Myelomeningocele and 

Sleep-Disordered Breathing 
(University of MI)

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

of WI Milwaukee)

Survey to learn more about 
patient and caregiver 
experiences managing 

congenital urologic 
conditions (UCSF)

Sexual health education for 
people with Spina Bifida and 
Cerebral Palsy (University of 

WI Madison)



RESEARCH THAT CAN BE 
DONE WITH NSBPR

HEALTHCARE GUIDELINES 
RESEARCH GAPS

• Publish Guidelines - research gaps 
identified

• Publish community- research priorities 
identified

RESEARCH PRIORITIES OF
PEOPLE LIVING WITH

SPINA BIFIDA

• Review community priorities and 
opportunities for research in 
NSBPR

• Review Guidelines and 
opportunities for research in 
NSBPR

• Use community’s research 
priorities to advocate for 
funding (NIH, PCORI, etc.) and to 
identify Calls for Proposal that 
investigators can pursue

Patient-
oriented 
registry 
research

Non-patient-
oriented registry 
research

Patient-
oriented non-
registry research

HIGH 
PRIORITY 
RESEARCH

Research Agenda



CLINICAL CARE
SBA spearheads, through the Spina Bifida 
Collaborative Care Network, efforts to improve clinical 
care for all people with Spina Bifida.
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ADVOCACY
SBA advocates for positive change to the issues 
impacting the lives of people with Spina Bifida.
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Teal on the Hill



2019 Advocacy Priorities

NSBP

$2 million increase 
for CDC National 

Spina Bifida Program 
including the 

National Spina Bifida 
Patient Registry



Appropriations

NSBP

NSBPR

UMPIRESBCCN



CDC Funding Increase Will Aid

Increase clinic participation in NSBPR

Research Barriers to Adult Care

Hydrocephalus 
Protocol

Sudden 
Unexplained Death

Social Determinants 
of Health

# of People with SB



Grassroots



Coalitions

Support other disability legislation

Support select corporation legislation

Support other health related legislation



2019 Advocacy Priorities

Wheelchair

Protect access for 
specialized 

equipment for 
manual 

wheelchairs by 
supporting the 

House and 
Senate bills (HR 
3730 and S 486 
respectively)



EDUCATION & 
SUPPORT
SBA Empowers members of the Spina Bifida 
community with information and support to improve 
their quality of life.
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Information & Support



Education Days

June 8, 2019

August 3, 2019

September 21, 
2019

October 12, 
2019



SB-YOU



NRC



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

Alabama Arizona California Carolinas Colorado

Central Florida
Delaware 

Valley
Georgia-

Tennessee
Greater New 

England
Intermountain 

Region

Indiana Iowa Kentucky Michigan
Mid-Atlantic 

Region

Northeastern 
New York

North Texas



Communications
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Professional Advisory Council

• Brad E. Dicianno, MD, Chair
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Medical Director
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