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Bifida and Hydrocephalus 
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International Federation for Spina Bifida and 
Hydrocephalus 

Right to Health 



Perception 



Unfortunately 



Institutionalization 
Termination of pregnancy / life 

Unmotivated professionals and parents 

Negative Cycle 



Positive Cycle 

Motivated parents and professionals 
Timely referral / improved outcome 

Inclusion in society 



An Advocacy Example 
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Prevention 

 Prevention of NTDs by 

taking Folic Acid (to 70%) 

 (maybe) higher rate of 

prevention with other B-

vitamins 

 Recommendation: daily 

intake of 0.4 mg of folic 

acid 

 at least two months prior 

to the conception and the 

first months of pregnancy 

 Parents at extra risk 

should take daily 4 mg  

 

 



Data 



CRPD Art. 18 - Liberty of 

movement and nationality 







Lack of data 

<=1.0 1.1-2.0 

2.1-3.0 > 3.0 

Rates per 1000 births: data from 
March of Dimes 



Ignoring NTDs is not prevention 

NTDs 

Other health outcomes: 

Certainly: FA deficiency and related 

anemia 

Probably: stroke 

Possibly: Low birth weight, pre-term 

birth, cancer, other birth defects, … 

 

Recurrence? 



Focus on surveillance 

Data drives efforts in prevention 
Data drives efforts in care provision 



IF Supports Fortification 



Consensus for Fortification 



Grain Fortification Legislation 
84 countries require fortification of wheat flour, maize flour, and/or rice 

August 2015. Source: Food Fortification Initiative. 

http://www.ffinetwork.org/global_progress/index.php  

To request data, e-mail info@ffinetwork.org 

http://www.ffinetwork.org/global_progress/index.php
mailto:info@ffinetwork.org




Advocacy example 2: 
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Life long care 
• Life-saving surgeries 

• Shunts 

• Counseling to new parents  
Survival 

• Early intervention and (re-)habilitation 

• First mobility equipment 

• Accessible childcare  
Early years 

• Inclusive education and teaching assistance 

• Accessibility of schools and other activities 

• Interaction with peers  

School years 
• New health needs 

• Beginning of independent life 

• Gaining life skills 
Transition 

• Work and social support  

• Family life  

• Sexual and reproductive health  
Adulthood 

• Prolonging independent life 

• Age-related health care needs  

• Dignified retirement  
Ageing   

LIC 

HIC 

MIC 



Barriers to treatment 
• Lack of neurosurgical 

manpower / available care 

• Poverty 

• Corruption 

• Lack of information / 

training 

• Negative stereotypes on 

SB (referrals) 

• Lack / cost of transport 

• Poor infrastructure 

• Regions of insecurity 

 Resulting in 

extremely high 

mortality or 

secondary disabilities 



On the ground, access to health 

Distributed 40.000+ shunts so far 



Assistive technology 



Thank you! 
Lieven Bauwens 

lieven.bauwens@ifglobal.org 

 


