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Multidisciplinary Approach

Urology

Orthoped ics

Neuro-
surgery

Neuro logyNeuro-
psychology

Physical 
Therapy

Nurses

Over 130 
Multidisciplinary 
Clinics Across 
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SB Research Limitations

Sm a ll Sa m p le  Size Fe w  Ra n d o m ize d  
Co n t ro lle d  St u d ie s

Lim it e d  St u d ie s  o n  
Lon g-Te rm  Tre a t m e n t  

Ou t com e s

In su fficie n t  
Pro sp e ct ive  St u d ie s

Ra re



NSBPR Be gin n in gs

Id e n t ifie d  2 o r  
3 Pr io r it ie s

Id e n t ifie d  St ra t e gy t o  
Cre a t e   Re se a rch  

Ne t w ork

Evid e n ce -Ba se d  Pra ct ice  in  SB: 
Deve lop in g a  Re se a rch  Age n d a  

(2003)



NSBPR Be gin n in gs

NCBDDD 
Funded  

SBA

Survey  of 
SB Clin ics

Iden tified  
Varia tions

Illum ina ted  
Gaps



NSBPR Be gin n in gs

Clin ica l 
Resea rch

Im prove  
Qua lity 
of Care

Registry to 
Provide  

Infrastructure

SBA En d orse  t h e  Est a b lish m e n t  o f a  SB 
Pa t ie n t  Re gis t ry



NSBPR
Ea r ly Da ys



NSBPR

Con gre ss ion a lly 
Fu n d e d

Hou se d  a t  CDC/  
NCBDDD

Be ga n  in  2009



NSBPR Ob je ct ive s

Iden tify Assess Im plem ent

Com pareGuide  & 
Prioritize



NSBPR De ve lop m e n t

• Pilo t

Phase  1

• De m o

Phase  2

• De p loy

Phase  3

• Exp a n d

Phase  4



Ph a se  1: Pilo t

Developed a  Diagnosis-
Specific EMR

Identified  20 Registry 
Variables

Funded Children’s Hospita ls 
of Alabam a & Cincinna ti



Ph a se  2: De m o

Funded 9 
SB Clinics

Required 
125 People 

with SB

Established 
Coordinating 
Committee

3 Year Period



Ph a se  3: De p loy

Clin ics  En t e r  
Da t a  Via  EMR

Re spon se s  
De -Ide n t ifie d  

& 
Tra n sm it t e d  

NCBDDD

Re gis t ry 
In fo rm a t ion  

Po o le d  & 
Dis t r ibu t e d  

Ba ck  t o  Sit e s

Clin ics  
Co n d u ct  

Re se a rch  on  
Re gis t ry 
Da t a  & 

Pa t ie n t  In fo



Ph a se  4: Exp a n d  2014-2019

Exp a n d

SBCCN

8 Sit e s  
Se lf-

Fu n d e d

14 Sit e s  
Fu n d e d



SBCCN

Identify & Facilitate Expert 
Clinical Care & Educate 

People with SB
Mo n it o r , Tra ck , a n d  

Eva lu a t e  t h e  Ca re  in  SB

Id e n t ify Re se a rch  Pr io r it ie s  
in  SB

Ad voca t e  fo r  t h e  Be s t  Ca re  
Pra ct ice s  in  Tre a t m e n t  o f 

SB

To Im p rove the 
Health of 

People with SB



NSBPR
Tod a y



Cu rre n t  Ph a se  o f NSBPR

Outcom es



2020 NSBPR MAP

h t t p s:/ / www.cd c.gov/ n cb d d d / sp in a b ifid a / m a p / sb -clin ic-m a p .h t m l



NSBPR Da t a  

Characteristics

Child

Fam ily

Adults

In te rventions

Prenata l 
Closure

Shun ts

Outcom es

Urinary 
Con tinence

Bowel 
Con tinence

Pressure  
Sores

Mobility

Tests

Serum  
Crea tin ine

Urodynam ics

Sleep  Study

SUBMITTED ANNUALLY ON CHILDREN AND ADULTS



NSBPR De m ogra p h ics

Over 10,000 
Participan ts 

in  the  
NSBPR

Birth  to  80+

9,545 
Registry 

Participan ts 
a t Last Visit



NSBPR De m ogra p h ics

Non-m ye lom eningoce le  includes lipom ye lom eningoce le, 
fa tty filum  te rm ina le , m eningoce le , sp lit co rd  m a lfo rm a tion , 
te rm ina l m ylecystoce le )

78%

22%

TYPES OF SPINA BIFIDA

Myelom eningoce le Non-m ye lom eningoce le



NSBPR De m ogra p h ics



NSBPR De m ogra p h ics
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NSBPR De m ogra p h ics

47%

47%

2%

3%

1%
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Pr iva t e  In su ra n ce
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NSBPR De m ogra p h ics

35%

65%

BLADDER CONTINENCE OVERALL

Con t in e n t In co n t in e n t

Continence  is  de fined  a s  d ry during the  day in  the  la st m onth .



NSBPR De m ogra p h ics

Am ong Pa rticipan ts  5 YOA and  Olde r

39
%

61
%

62
%

38
%

CO N TIN EN T IN CO N TIN EN T

BLADDER CO N TIN EN CE BY TYP E O F SB

Myelo Non-Mye lo



NSBPR De m ogra p h ics

48%52%

BOWEL CONTINENCE

Co n t in e n t In con t in e n t



NSBPR De m ogra p h ics

Am ong Pa rticipan ts  5 YOA and  Olde r

52
%

48
%

73
%

27
%

CO N TIN EN T IN CO N TIN EN T

BO WEL CO N TIN EN CE BY TYP E O F SB

Myelo Non-m ye lo



NSBPR Fin d in gs

Statistics and  Find ings are  Located  a t:

h t t p s :/ / w w w .cd c.gov/ n cb d d d / sp in a
b ifid a / n sb p r re gis t ryfin d in gs .h t m l



NSBPR Da t a  Use s

Treatm entResearch



NSBPR
Re se a rch



NSBPR Com m it t e e  fo r  
Scie n ce  & Pu b lica t ion

Subgroup  of 
Coord ina ting 
Com m ittee

PIs from  
Clin ics , CDC 
Sta ff, & SBA

One-Year 
Te rm  

Mem bersh ip

Review 
Requests  fo r 

DAPS

Review 
Manuscrip ts



NSBPR Re se a rch  b y t h e  # s  

7 
Years

24 
Projects

6 Topical 
Areas



NSBPR Re se a rch : Top ics

General

Bladder

Bowel

SkinMobility

Brain



NSBPR Re se a rch : Bla d d e r

Bladder & Bowel 
Continence Among 
Clinics

Bladder Continence 
in Adults

Longitudinal Study: 
Bladder Continence

Bladder 
Reconstruction 
Rates

Ethnic Difference in 
Continence Rates

Baseline Urinary 
Imagining in Infants 
(UMPIRE)

Kidney Function 
Surveillance



NSBPR Re se a rch : Bow e l

Bladder & Bowel Continence Among Clinics

Surgical Management Variations in 
Neurogenic Bowel

Bowel Continence in Adults with SB

Ethnic Difference in Continence Rates



NSBPR Re se a rch : Sk in  

Pressure 
Ulcers



NSBPR Re se a rch : Mob ilit y

Mobility

Neurologic Impairments & 
Ambulation in Adults with SB

Ambulation Longitudinal 
Study

Mobility Transfer & 
Wheelchair Transfer Ability



NSBPR Re se a rch : Bra in

Chiari II 
Malformation

Hydrocephalus



NSBPR Re se a rch : Ge n e ra l

Feasibility Socio-demographics 
& Outcomes

Participant Profiles in 
10 SB Clinics Status Report

Comparison of EMR 
& Patient Reported 
Data

10 Year Review of 
NSBPR

Surgeries & Health 
Outcomes

Philosophy of Care 
Delivery



NSBPR Re se a rch

Publica tions, Au thors, and  
Sum m aries are  Located  a t:

h t t p s :/ / w w w .cd c.gov/ n cb d d d / sp in a
b ifid a / n sb p r -re gis t ry-

p u b lica t ion s .h t m l



NSBPR
Tre a t m e n t



Gu id e lin e s  fo r  Sp in a  Bifid a  
He a lt h  Ca re  Se rvice s  
Th rou gh ou t  t h e  Life sp a n

All Prior 
to the 

Registry 
by SBA

1990

1995

2006



Gu id e lin e s  Re ce n t  Re vis ion  
Work

• Com prised  of 
Med ica l Directors, 
DNP, and  
Physician

• Se t Overa ll 
Stra tegy & Plans

Steering 
Committee

• Review Lite ratu re  Sum m arie s 
(In clu d in g NSBPR Pu b lica t ion s)

• Revise  Guide line s
• Com ple te  Process Docum ents
• Ve t Guide line s @ Consensus 

Mee ting
• Rece ive  Public Inpu t
• Deve lop  Final Manuscrip t

25 Volun te e r 
Workgroups

• Pub lica tion
• Dissemination

Culmination



Gu id e lin e s

h t t p s:/ / www.sp in a b ifid a a ssocia t ion .
o r g/ r e sou r ce / gu id e lin e sp d fu ll/

h t t p s:/ / www.sp in a b ifid a a ssocia t ion .
o r g/ m ob ile -a p p lica t ion /



Uro logic & Re n a l 
Ba ckgrou n d

• Norm al a t Birth
• Dysfunctiona l Early

Bladder Function

• Deteriora tion  Begins Early
• Not Monitored  Early 

Renal Function

• Diagnostic Managem ent Sim ilar
• No Standardized  Frequency of Testing

In  the  Fie ld



Ad d it ion a l CDC/ NCBDDD 
Re se a rch  Fin d in gs

No Sign ifican t Morta lity Increase  for 
Peop le  with  SB in  ESRD

ESRD Younger in  SB

Need  to  Monitor Rena l Function  
Aggressive ly in  Young Peop le  with  

SB

Ouyang, et al, 2015. Characteristics and Survival of Patients with End Stage Renal Disease and Spina 
Bifida in the United States Renal Data System. Journal of Urology, 198, 558-564.



Pa n e l t o  Ad d re ss  Re n a l 
Issu e s

Pane l

Nephro logy

Uro logy

Uro logy
Nursing

Ped ia trics

Epide m iology

Sta tis tician

NCBDDD

SBA



NSBPR Uro logic Pro t oco l 
(UMPIRE)

Ite rative  Quality 
Im provem ent 
Pro ject

Treat 
Prospective ly 
Newborn  to  10 
YOA with  SB 
Using Protocol

Assess Outcomes & 
Adjust As Needed
• Optimize Patient 

Outcomes
• Improve Processes



SBCCN Ou t com e s
De t e rm in e  At t r ib u t e s  o f NSBPR Clin ics  Associa t e d  w it h  

Be st  Pa t ie n t  Ou t com e s.

Iden tify NSBPR Clin ics with  
Good Outcom es

Deve lop  & Im plem ent Plan  to 
De te rm ine  Causes of Diffe rence

Use  find ings to  Im prove  
Outcom es in  ALL SB Clin ics



SBCCN Clin ic Ca re  Pa r t n e r s

h t t p s:/ / www.sp in a b ifid a a ssocia t ion .o r g/ clin ics/ clin ic-ca r e -p a r t n e r /



SBCCN Tra n s it ion  & Ad u lt  
Ca re

Support NSBPR 
Clin ics to  
Prepare  People  
with  SB to  
Transfe r to  
Adult HCPs

Transition Conduct 
Fo llow-up  
Survey(s) o f 
Adults with  SB

Deve lop  
Mode ls o f Care  
fo r Adults with  
SB

Conduct HCP 
Train ing on  
Caring fo r 
Adults with  SB

Adults



What Can  You  
Do?



Ge t  In vo lve d : 
SBA Ed u ca t ion  & Su p p or t

Education Days
https://www.spinabifidaassociation.org/education/education-
days/

WNRs
https://www.spinabifidaassociation.org/walk-n-roll-for-
spina-bifida/

SB-YOU
https://www.spinabifidaassociation.org/education/sb-you/



Ge t  In vo lve d : 
SBA Clin ica l Ca re

At t e n d  Clin ica l Ca re  Me e t in g 
h ttps://www.sp inab ifidaassociation .o rg/clin ica l-

ca re -m ee ting/

Sign  Up  fo r  List  Se r v 

h ttps://www.sp inab ifidaassociation .o rg/fo r-
hea lth -ca re -professionals/sb -professiona ls-

lis tse rv/

Volu n t e e r  fo r  PAC & Com m it t e e s

Jth ibadeau@sbaa .o rg

Be com e  a  Clin ic Ca re  Pa r t n e r

h ttps://www.sp inab ifidaassociation .o rg/clin ics/clin
ic-ca re -pa rtne r/



Ge t  In vo lve d : Re se a rch

SBA PAC & Sub-
Com m ittees

Contact

Dr. Tonya  William s

tis5@cdc.gov 

SBA RAC
Contact SBA if YOU 

Do Research Related 
to SB

SB 
Re se a rch



Ge t  In vo lve d : Ad voca cy



If You  Ne e d  More  In fo

Sara  Struwe
ss t ru w e @sb a a .o rg

Judy Thibadeau
jt h ib a d e a u @sb a a .o rg

Dr. Tonya  William s
t is5@cd c.gov

mailto:sstruwe@sbaa.org
mailto:jthibadeau@sbaa.org
mailto:tis5@cdc.gov
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