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The Challenges Before Us All
Quality Healthcare Throughout
the Lifespan for People With
Spina Bifida

*Access to Healthcare 

*Knowledge of the Person 
with Spina Bifida & Family

*Clinicians and Health 
Systems Knowledgeable of 
Issues Related to Quality 
Care 



Healthcare for All 
with 

Spina Bifida

Across Ages

Across Cultural 
Backgrounds

Differing Levels

Differing Needs

Healthcare for All 



4th Edition
2018

Spina Bifida is the most commonly-
occurring complex congenital birth 
condition associated with long-
term survival.

The Guidelines for Spina Bifida 
Health Care Services Throughout the 
Lifespan was published by the SBA 
in 1990 in its 1st Edition.
This was the work of the SBA’s 
Professional Advisory Council (PAC).    
A 2nd edition came in 1995. 
The suggestions then were mostly 
based on contemporary knowledge 
and consensus opinion. 



Guides for Future Research into 
Spina Bifida

Questions Identified by Consensus 
Conference

May 9-10, 2003
Washington, D.C.

NIH   AHRQ   CDC   U.S. Dept Ed  SBAA

Meeting of about 30 clinicians from about 20 programs / agencies 
around the country
Purpose: Identify the current scientific evidence related to Spina Bifida

Identify research gaps and priorities for future research
To foster new directions & funding for research



Guides for Future Research into 
Spina Bifida

Questions Identified by Consensus 
Conference

May 9-10, 2003
Washington, D.C.

NIH   AHRQ   CDC   U.S. Dept Ed  SBAA
Outcome:
• Much of the published information about Spina Bifida was based on low 

levels of research quality.
• Research related to adults with Spina Bifida was nearly non-existent
• Directions for research began to emerge.
• A text of our work was published in 2003 summarizing the research review



11. Women’s Issues

12. Socialization

13. Learning

14. Sexuality

15. Family

16. Independence

17. Fetal Surgery

1. Orthopedics

2. Neuro-Development

3. Integument

4. Neurosurgery

5. Mobility

6. Work and School

7. Urology

8. Self-Care

9. Nutrition

10. Behavior 

Evidence-Based     
Practice

in Spina Bifida:
a Research 

Agenda

2003
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U.S. Dept Education
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1. Orthopedics

2. Neuro-Development

3. Skin

4. Neurosurgery

5. Mobility
6. Work and School

7. Urology

8. Self-Care

9. Nutrition

10. Behavior 



2018:  4th Edition of the Guidelines for 
the Care of People with Spina Bifida

Result of 3 years of research, 
workgroups, writing, editing by over 
100 experts in the field across the 
United States. 

Increased focus on the adult with 
Spina Bifida

Workgroups were assigned topics that 
became the separate chapters of the 
~250 page document that is the latest 
set of Guidelines. 



• The recommendations will 
continually be updated

• These are guidelines,  not standards 
of care

• As guidelines, these are not legal 
requirements

• Rather, aides to the clinician for 
assessment and intervention 

• Hopefully will guide patients and 
families in their journeys



Systems of Care

Psychosocial Context for Self-
Management

Neuropsychology and Neurosurgery

Mobility, Orthopedics, and Physical 
Activity

Urology and Sexual Health

Specific Health Issues

Early Intervention and Special 
Education 

Outline of Sections in the Guidelines



Systems of Care
• Care Coordination
• Health Promotion & Preventive Health Care
• Prenatal Counseling
• Transition
Psychosocial Context for Self-Management
• Family Functioning
• Mental Health
• Self-Management & Independence
• Quality of Life

Neuropsychology and Neurosurgery

Mobility, Orthopedics, and Physical Activity



Urology and Sexual Health
• Men’s Health
• Women’s Health 
• Sexual Health & Education
• Urology
Specific Health Issues
• Bowel Function and Care
• Endocrine:  Puberty and Precocious Puberty
• Skin
• Latex and Latex Allergy in Spina Bifida
• Nutrition, Metabolic Syndrome, & Obesity
• Sleep-Related Breathing Disorders

Early Intervention, Special Education, 504 Plans 



Concepts supporting the Guidelines and Their Use

1. Care Coordination is an essential component of 
health care delivery

2. Patient- and family-centered care: provided via a 
medical neighborhood with coordinated team-
based care. 

3. Partnership between families, people with spina 
bifida, health professionals, health systems, and 
community services.

4. Guidelines should serve people with spina bifida 
through application of the best and most 
scientifically-based care and treatment
throughout their lives. 



General Outline for Each 
Chapter 

Workgroup Members
Introduction
Background history
Review of studies since 

last Guidelines Edition
State of present 

understanding of research 
and clinical practices 



General Outline for Each Chapter 

Workgroup Members
Introduction
Outcomes 
Maximize & support wellness 

throughout the lifespan
Reduce & prevent other 

conditions related to poor 
nutrition and overweight/obesity,
Support development of 

client/caregiver  knowledge and 
self-direction related management 
skills and 
Self-concept related to nutrition 



General Outline for Each Chapter 
Workgroup Members
 Introduction
Outcomes 
Research Gaps
What is the ability of urodynamic testing to identify 

individuals at risk?
Does early medical (e.g. intermittent 

catheterization) and medication management based 
on urodynamic testing prevent upper tract 
deterioration? 

How is creatinine influenced by height, weight and 
mobility status of a patient with Spina Bifida? 

What degree of renal dysfunction has occurred by 
the time changes are noted on imaging (i.e., renal 
scarring in ultrasonography or DMSA)?



General Outline for Each Chapter 
 Workgroup Members
 Introduction
 Outcomes 
 Research Gaps
References
Literature Review
Selection of best scientific 

papers that inform         
clinical practice

Historical of importance
New since last Guideline 

Edition
Listed Last --- but this           

was 1st step and very time       
and labor intensive



General Process Toward Guidelines Completion
 Workgroup Members
 Introduction
 Outcomes 
 Research Gaps
 References
Workgroup Organization

Workgroup Steps  
Research
Desired Outcomes
Recommendations (Clinical)
New Research suggestions to meet gaps in 

scientific knowledge



General Process Toward Guidelines 
Completion
 Workgroup Members
 Introduction
 Outcomes 
 Research Gaps
 References
Workgroup Organization
Workgroup work on Research
Workgroup work on desired Outcomes, 

Recommendations, New Research to meet 
gaps in scientific knowledge

Guideline Consensus Among the 
Multiple Workgroups
Meetings with the CDC
Multiple Phone Conferences 



So …  Now that we have it,                                          
how do we make use of it? 
• Individual with spina bifida & family
• Spina Bifida Centers of Excellence with Sub-

Specialty Inter-disciplinary Clinics
• Other clinics where individuals with spina 

bifida are seen
• Primary care pediatricians, family 

practitioners, internal medicine, OB-GYN, etc.
• Schools and school nurses
• Universities and university student health 

clinics
• Academic Centers involved in research



https://www.cdc.gov/ncbddd/spinabifida/clinical-care-guidance.html

1. Systems of Care
2. Psychosocial Context for Self-Management
3. Neuropsychology and Neurosurgery
4. Mobility, Orthopedics, and Physical Activity
5. Urology and Sexual Health
6. Specific Health Issues
7. Early Intervention and Special Education 
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February 2020
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Thank You !      Questions ?



Guidelines Mobile App
• A new interactive mobile app has been developed by SBA and is currently in 

the testing phase.
• This app will allow you to search the guidelines to assist you with care 
• It will also contain a symptom tracker for you to better track your health
• It will hopefully be launched in the next month
• Take a look at what is coming! https://invis.io/W4W3UPBUC3H

https://invis.io/W4W3UPBUC3H
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