RESK'IA\‘/II{EH'CA @ If you think research is

DISCOVERY. INNOVATION. HEALTH. LAS K E R eXpenSive, try disease,
o FOUNDATION

INVESTMENT IN RESEARCH SAVES LIVES AND MONEY

Spina Bifida

Spina bifida is a type of neural tube defect (NTD), usually apparent at birth, which
can happen anywhere along the spine if the neural tube does not close all the way.

When the neural tube doesn’t close all the way, the backbone does not completely cos-rE

protect the developing nerves in the spinal cord."? Spina bifida is the most

common permanently disabling birth defect in the U.S.3 There are three common .
types of spina bifida: occulta, meningocele, and myelomeningocele. Spina bifida $791 ,900 °
occulta is the mildest form with a small gap in the spine, which does not usually Estimated lifetime cost of
cause any disabilities. With spina bifida meningocele, a visible sac of fluid forms care for a person with spina
through the opening in the spine, usually with little to no nerve damage. Spina bifida in the U.S.

bifida myelomeningocele is the most serious type of spina bifida in which a sac of
fluid forms through the opening in the back, and part of the spinal cord and nerves

are in the sac. This type of spina bifida causes moderate to severe disabilities.’ 10 .
There is no cure for spina bifida.? $1 .6 Bl"lon.
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Research Delivers Solutions 15
In a 2015 study, researchers looked to see how increased consumption of folic acid

by pregnant women might reduce the risk of NTDs including spina bifida. The study

used data from 19 states to estimate the change in NTDs after the U.S. began a

public health intervention that required manufacturers to fortify cereal grain

products with folic acid .57 They saw a 28% reduction in the number of spina bifida

cases, as well as a larger reduction in cases where birth defect programs actively 17%
searched for NTDs compared to programs that did not actively look for NTDs. This

study gives insight into the positive effects of folic acid fortification and may lead to
improved forms of prenatal supplements.”

Another study examined folic acid in conjunction with a nutrient called inositol.
Inositol can help prevent spinal and cranial NTDs like spina bifida. The study
examined pregnant women who had previously had pregnancies complicated by
NTDs. All of the 14 pregnancies in the folic acid + inositol group produced
unaffected babies while the folic acid + placebo group produced 18 unaffected
babies out of 19 pregnancies. While this study may show improvement for patients
taking folic acid and inositol, more research is needed to elucidate the potential
benefit that inositol may offer in preventing NTDs.®

= Yes = No = Not sure

Source: A Research!America poll of U.S.
adults conducted in partnership with Zogby
Analytics in January 2020



Spina Bifida

Then. Now. Imagine.

THEN
Before the 1960s, the survival rate for children with all
forms of spina bifida was 10% to 12%.°

NOW

In 2003, the Management of Myelomeningocele Study
(MOMS,) Trial started, and found that prenatal surgery
greatly improved outcomes for babies with spina bifida."

MOMS Study - Phase Two

In January 2020, results from phase two of the
Management of Myelomeningocele (MOMS) study were
released. The purpose of MOMS2 was to compare the
long-term effects of prenatal surgery and postnatal
surgery for myelomeningocele on the child’s behavior,
physical and cognitive function, health and wellbeing.
The study found significant physical and emotional
benefits in children who received prenatal surgery for

IMAGINE

Effective preventative treatment for spina bifida.

myelomeningocele. The findings provide valuable insight
into the outcomes of fetal surgery and provide more
information to physicians and families to help them make
better informed choices about the treatment options
available."

Number of Clinical Trials for Spina Bifida by State
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Labels give the exact number of studies.

SOURCE: “Spina Bifida” ClinicalTrials.gov N.d.
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