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Tackling Rare Diseases Internationally
through Bottom-Up Care Strategies

Tthe Case of: Spina Bifida and Hydrocephalus:
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Hydrocephalus
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Areas that we work in

International Federation for Spina Bifida and
Hydrocephalus
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Negative Cycle

Loss of No care available —
hope no access to care

Institutionalization
Termination of pregnancy | lif
otivated professionals and ts
Negative
outcomes

- negative
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Positive Cycle

. i
Quality care

available — access
to care

otivated parents and profession
ly referral / improved outco
Inclusion in society

Hope

Positive
outcomes
-2 realistic
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PREVENTION

An Advocacy Example
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-reventlon \—

» 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

f»y Parents at extra risk

oo comshould take daily 4 mg
RARE DISEASES
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CRPD Art. 18 - Liberty of
movement and nationality

‘\

* 1. States Parties shall recognize the rights of persons with disabilities
to liberty of movement, to freedom to choose their residence and to
a nationality, on an equal basis with others, including ...

# 2. Children with disabilities shall be registered immediately after
birth and shall have the right from birth to a name, the right to
acquire a nationality and, as far as possible, the right to know and be
cared for by their parents.
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Lack ot data

" MARCH OF DIMES
%BAL REPORT ON I DEFECTS
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Rates per 1000 births:
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[gnoring NTDs is not prevention
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Focus on surveillance

| Data drives efforts in prevention
! Data drives efforts in care provision

GUIDELINE:

’.. y" ,’ OPTIMAL SERUM AND
”‘ ’ RED BLOOD CELL FOLATE
CONCENTRATIONS IN WOMEN
IIM OF REPRODUCTIVE AGE
r ] FOR PREVENTION OF
B C R ARG PRERVEMAGH NEURAL TUBE DEFECTS
8 12150\
(@)
&3y
2\ '
World Health
Organization Organiaaon
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[F Supports Fortification

Consy|tative status special category with Economic and Social Council of the United Mations
Participatory status, Council of Europe

INTERNATIONAL FEDERATION
FOR SPINA BIFIDA AND HYDROCEPHALUS

IF POLICY STATEMENT ON PREVENTION OF NEURAL TUBE DEFECTS AND
MANDATORY FOOD FORTIFICATION

Adopted by the IF Annual General Meeting on 28
June 2005 in Minneapolis

IF calls for action to:
1. Promote the health benefits of the vitamin folic acid.
2. Ratify a policy calling on all countries to fortify staple food with the vitamin folic acid to
. ® reduce the incidence of neural tube defects (NTDs).
3. Encourage further research into the prevention of neural tube defects (including spina
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Consensus for Fortification

INTERNATIONAL
FEDERATION

for o
SPINA BIFIDA \1 187 L
ia-lr\I/%ROCEPHALus “.‘ g a ln

Global Alliance for @

Improved Nutrition Helen Keller
INTERNATIONAL

Y, World Health
¥ Organization

Micronutrient ) Whentand | ]
T Recommendations on Wheat and Maize Flour Fortification
Inltlatlve Meeting Report: Interim Consensus Statement
) THE FFl SECOND TECHNICAL WORKSHOP ON WHEAT
FLOUR FORTIFICATION

Thlsstatement b based on st revkews prepered for a FoNr Fartcatlol ety 100 leading nuirkon, pharmaceutical and cereal sdentlts and mik-
niaive [FF tachalcal warkshap hel in Sione Mauriain, G4, LU5A 1 208 g e s o the public and privata sacta s TR amund 1he ward met on
NGO COMMITTEE FOR ‘where varl ousaganizatin: actively engaged nthe prevendon and contol of — garch 30 to Aprl 3, 2008 In Stone Mauntain, G4, LGA B provide aivce far

WIEamin ad miaeral dehcendes and varis o relevant S0 e cpuines condoering walonal WSt T make Thir Torthcatan Tk

RARE DISEASES 3 L spect: PELa| ecTmen o o gube e VTN St Rkl Wvstop oo WYt FsrFrefkat: Prc e -

AL VR | 3 1if besy FTY ey LT s




Grain Fortification Legislation

August 2015. Source: Food Fortification Initiative.
http://www.ffinetwork.org/global_progress/index.php
To request data, e-mail info@ffinetwork.org
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http://www.ffinetwork.org/global_progress/index.php
mailto:info@ffinetwork.org

5 CONDITIONS TO DESTROY

THROUGH FOOD FORTIFICATION
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SPINA
BIFIDA

Lom with

s$pinG bica, ¢ birth defect causing
poralysis or iain Somage.

Ecch yeor
1,500
babies

Sping bifida con be pravented by
boosting folie acld intake before
ong SN pregnancy.

Mcoee governments in countries
ocross the giobe ore moking folic
acid flour fortification mandatory

GOITER

Entorged thyroid gland

due 10 low lodine in the
el lodine defciency
early in Me can couse tYain
CaMOoge N young chagren

Adding iodine o salt can
fight goiter and othar iodine
adeficiencios. The Workd Bonk
reports tha! global salt
iodzotion wouks cost just

US$0.05 per child

per yeaor.

ANAEMIA

Ancemio, ¢ condition where the
numbar of red biood cels in the
ody 8 100 Iow, is ¢ Mmooy cause of
matemol geoth,

Iron. vitamin B12 ond folic acid
fight enGemia and its symptoms like
axhoushion.

Fortifying everyday foods (e.g
braecd In Egypt) provides

up to 40%
of women's
caily ¥on needs,

RICKETS

Not enough vitamin D and
calcium weakens bones in
babiles ond chicken - Q
conciion caled rickels

N I G H T B ony countries,
fortitying milk
BLINDNESS “sarotan

B mandatoty.
An estimates 250,000-500,000

vitamin A ceficient chidion become
bind aveary year, half Gying within
12 months of losing thei sight

Lorge scaie fortification progiams
add vitamin A to vegetable ofl,
maize cnct wheat flour.

Clodal Aance for

Read more at www.gainhealth.org feprored Nevition
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Right to Care

Advocacy example 2:
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Life long care

. e Life-saving surgeries
SurVIVaI * Shunts

Counseling to new parern

e EarlyTrterventionand (re-)habilitation
Ea rI y ye a rS e First mobility equipment
e Accessible childcare
» Inclusive education and teaching assistance
S C h O O I ye a rS » Accessibility of schools and other activities

New health needs
 Beginning of independent life
Gaining life skills

e WorkKan ial sur
AdUIthOOd e Family life
Far 1 * Sextrdl and reproduetive health
e Prolonging independent i \-
ds

e Age-related health care nee
e Dignified retirement
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Barriers to treatment

© Poverty. extremely hig
*  Corruption .
* Lack of information / mortallty or
training secondary disabilities
*  Negative stereotypes on -
SB (referrals) g ‘
°  Lack / cost of transport "t

*  Poor infrastructure

* Regions of insecurity
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Distributed 40.000+ shunts so far



World Health
Organization




Thank youl!
lieven.bauwens@ifglobal.org

Lieven Bauwens
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