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Annual report 2007: Introduction

The conference of the International Federation for Spina Bifida and Hydrocephalus (IF) in May 2007, “Tomor-
row”, was held in Kampala (Uganda) and focused on prevention. Primary prevention is one of the three priorities
of the current board, as are the IF Knowledge Network on Spina Bifida and Hydrocephalus and the financial
sustainability of IE

Primary prevention took a major part of our work in 2007 and therefore, it is the focus of this annual report. By
hosting a high-level working meeting for the Flour Fortification Initiative (FFI) November 2007 in Brussels, IF
made a major contribution in the fight for flour fortification in Europe. FFI got the IF award 2007 for its efforts
in fortification of staple food with Folic Acid worldwide. Primary prevention is the most human solution in the
prevention of Neural Tube Defects.

2007 was also the year of the Convention on the Rights of Persons with Disabilities, adopted by the United Na-
tions General Assembly in December 2006 and opened for signatures in March 2007. Through the European
Disability Forum (EDF), IF contributed to the content of this important human rights tool by emphasizing dis-
ability in all development cooperation actions and including the right to access to treatment for all persons with
a disability if this treatment is improving the quality of life. IF and its members fully support this convention and
will stimulate the ratification in all countries where IF is active. The convention is an additional tool in the ethical
debate on termination of life in newborns in which IF has taken the lead.

The North - South solidarity projects expanded and benefited from an enlarged interest in our results and several
new requests for support in more developing countries. IF is confident to gain interest of more members in the
North to start projects in the South. UK and Belgium have already shown enthusiasm and an entrepreneurial
spirit, working towards results in 2008. Italy, Denmark and others are investigating opportunities for North -
South solidarity. In 2007 we finalized the internet-based information database of our network and we will launch
the trial version at the 2008 conference in Lisbon.

2007 was definitely the year where we laid the foundation of a more stable income for the own organization, due
to the cooperation with the European Commission and the Flour Fortification Initiative. We are conscious that
this builds upon the work of many years mainly done by many volunteers, and we are glad that we will be able to

support the work of our volunteers in a more professional way.

I want to thank all volunteers of the IF network, partners in the South and the North, my board and staff for their

valuable input towards these positive results and developments.

You will find more about all this in this annual report and I hope you will enjoy reading it.

Pierre Mertens
IF President
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The International Federation for Spina Bifida and Hydrocephalus
S

Board of Directors

Mr. Pierre Mertens, president, Belgium
Mrs. Eli Skattebu, vice-president, Norway
Mr. Teije Dijk, treasurer, The Netherlands
Mrs. Cindy Brownstein, member, USA

Mr. Jon Burke, member, UK

Mrs. Renée Hoglin, member, Sweden

Mr. Luis Quaresma, member, Portugal

Mrs. Victoria Sandoval, member, Guatemala
Mrs. Maria Cristina Dieci, member, Italy

The board met in person in January, May and December 2007.

Pictured L-R: Mr. Luis Quaresma, Mrs. Eli Skattebu, Mrs. Renée Héglin, Mr. Jon Burke, Mr. Pierre Mertens,
Mrs. Victoria Sandoval, Mr. Teije Dijk. Not pictured : Mrs. Cindy Brownstein and Mrs. Maria Cristina Dieci.

Brussels office:

Mr. Lieven Bauwens, General Coordinator

Mrs. Els De Clercq, Coordinator Development Cooperation

Ms Pia Wurzer, replaced in April 2008 by Ms Hilde De Keyser, Policy Officer Prevention

Kampala Office:

Mrs. Rebecca Nakitto Sagabo, Administrative Coordinator — East-Africa.
Mrs. Olivia Nakato, Policy Officer Human Rights




Representation

The International Federation for Spina Bifida and Hydrocephalus holds the Special Consultative Status at the
Economic and Social Council of the United Nations (renewed in 2007) and the Participatory Status at the
Council of Europe.

IF is a founding member of IF Child Help Belgium (11 September 2006), focussing on Development Coopera-
tion. IF is part of the Leader’s group of the Flour Fortification Initiative, a member of the International Disability
and Development Consortium and the Belgian Disability and Development Cooperation initiative “één op tien”

(“one in ten”).

The president holds board memberships of the European Disability Forum (EDF), Bo Hjelt foundation, Flem-
ish Spina Bifida and Hydrocephalus Association and is a member of the General Assembly of CBM Belgium. In
2007, the president’s book “Liesje” was published in Italian.

Members of the board held several lectures worldwide on the topic of Human Rights and Prevention. Among
others, they lectured in Belgium, Italy, Slovakia, Portugal, and Vietnam.

Board members of IF liaise in their national organization’s name with Atlas Allians / NORAD (Norway) and
SHIA / SIDA (Sweden) to serve children with Spina Bifida and Hydrocephalus in Africa.

In 2007, board members actively participated in the representation of IF by attending several conferences,
among others, the European Commission’s seminar “Active Players in the Internal Market” and EDF’s General
Assembly.

IF Consultative Team

Prof. Dr. Lieven Annemans Health Economics, Mrs. Sofie Blancquaert legal and ethics consultant IF, law-
yer, Chemiphar, Dr. Jan Cordonnier and Mrs. Annick Uytterhaegen laboratory, Mrs. Maria-Helena aka
Myleen Christiaens consultant continence management, Dr. Filippo Ciantia tropical medicine, Mrs. Teresa
Cole, language, Mr. Zjuul Devens multimedia, photography and camera work, Dr. Guy De Groot Folic
Acid working group Belgium, Prof. Dr. Patrick De Vlieger anthropology and disability, Dr. Philippe Gillis
consultant paediatrics and tropical medicine, Mr. Bo Hjelt consultant fundraising and general management,
Mrs. Renée Jopp multimedia, website and photography, Prof. Dr. Emmanuel Keirse user counselling, Dr.
Martina Oneko medical consultant IF, consultant paediatrics/neuro-paediatrics, Prof. Dr. Glen Maberly
Flour Fortification Initiative, Dr. Joe Mulinare prevention expert, Centers for Disease Control and Prevention,
Mr. Koen Sevenants senior advisor, Prof. Dr. Regine Steegers-Theunissen Professor in Reproductive Epi-
demiology, Mr. Geert Vanneste consultant Developing Cooperation, Mrs. Vero van den Abeele consultant
IF Knowledge Network, Mr. Dirk Van Den Steen consultant Health Economics, Mrs. Marjan van Mourik
management and fundraising consultant, Mrs. Annie Van Thienen, Mr. Eric Holdtgrefe translator, Dr.
Carla Verpoorten medical consultant, neuro-paediatrician, Dr. Anna Verster senior consultant Flour Forti-
fication Initiative, Dr. Benjamin C. Warf medical consultant, paediatric neurosurgeon, ABNS, ABPNS, Mr.
Donald Willemsen, Ms. Sofie Van Houtte user representation. Frank De Graeve communication advice,
Joris Petillion commercial advice, Ludo Longin DCS
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Prevention of Spina Bifida and Hydrocephalus

’ M/?}/ Shoet/d e preVenZ( who e [ove 7
By Pierre Mertens, President IF, Brussels

IZ is a discussion I often had coith rty coife Mol. IF Folic Acid could have prevented the
Newral Tibe Defect of our a'aaﬁ/’lz‘er L/‘eSJe, She proéaé/y would still be here. She could be
a 30 year-old young lady, married with children. She woculd not have had 2he 10 Shunt revi-
Sions, the incontinence, and the mobility problems. Mol responded Zo it ‘ Liegje was Liesje,
a/so because of her o//\SdA///fy. IZ 15 the way she was and 2he way e loved her. She wocetl/d
not have been the Same person without her disabilities.”

LieSje was special, indeed also in the way she coped with her problems; how She was able
Zo Ccomfort us when we woere apxious or c:/epl‘eSSea’)' how she éroagﬁz( peop/e ioﬁef/]er, She
Functioned as a Cafa/y\Sf, /()/7}/ Shoetld e pre\/enz( who we [love?

7’00/%/, with ETV, a neco Z‘ec/)nffae n Z‘reaz‘fng %ydrOCe//]a/as , all these shunt /roé/ems wortld
not occur amymore and she could also become as rany others with Spina bifida a 30 year old
lady, married and cith cAildren.

4/7ywa>/, preventing what already occurred is impossible. Prevertion aleoays relates 2o the Fu-

Zure, o tomorroco.

Prevention measures for the rnext 3eneraz‘/on Showld not bedar a J'adgmeni aboed the value of
the Iite of amy person with Spina Bifida and Yhsdrocephalus. On the contrary, persons with
Spina Brfida and Y/yo/roce/)/m/as pPlay an important role in the comntemporary sociely chere
e\/e/‘yéoc/y IS Compefl‘nj Zo Aave an idea/ a)e{g/ﬂ( ) color and career. Disabled persons are ?ae5 -
Z‘/on/ng Zhe conrinon lie 2hat all pafn and 5&(7['1(’8/-//73 can be soled or p/*ex/enz‘ea/ .

Society can learn From the daily 14’3//5 of persons with Spina Biida and From the love of Cheir
caregivers, mothers, fadfers, 5/'5///735 and devoted professionals. We can learn From hoeo in-
ventive Lhey are in oVerCoM/‘ng PI‘OA/QMS and hoeo they show real solidarity betioeen the North
and the Sowth like the Scandinaian countries Show in Africa. The internadional ITF . solidarity
1S an example For al/ o//éa.é///fy Specific orjan/zaiion5 corldwide.

So, there is nothing corong with us! Guite the apposite is true. tWhy should we prevent such
wonderful pecple?

Well, the associations For Spina Bifida in many countries themseles Yook the lead Ffor
prevention, defending the value of lives of persons cwith Spina Bifida and Wydrocephalus by

aeéz‘/onflg Secondary prevention. Becawuse the wondersfr/ Z‘/?fng on primary prevention is that
»ro. oa'y 1S Killed becawuse of Lheir a’/Sdé//fZ‘y. A/ preVenZ‘fon inmtiadives have Zo ge hand in hand
with 3ooa/ care of all persons with the condition and Further Fundamental research of the
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red/ causes of Spina Bifida and Yjrdrocephalius. Tt 's an established fuct thad a daly intake
of 0.4 79 of Folic Acid, & least Zwo months prior to the conception and the £rst months
of pregrancy, reduces the incidence considerably. In the words of our Australian associa-
tion " if a woman stops z‘a,é/ng the contraceptive pill she Aas to Switch o another pill, called
Folic Acid”.

Folic 4c/a/ /s a vitarrn B A 1S rneeded Zo be in fop condition. I Z‘a/ée i Z‘OO)' 7 s gooc/ For
a// of us.

But informing and influencing the general populadion is very difficult. Therefore, IF is ad-
»/ocaz‘/nﬁ Fror mandalory fortification of staple food cwith Folic Acid. UK's ASBAY took the
indiative for an IF resolution in 2his matter and the Flowr Fordification Intiative was and is
a greal pariner in Ma,@nﬁ Progress in government's ia,é/nﬂ vida/ decisions.

7"&,@/73 Fé/fa /46/0/ /)e//9§ ) AL{Z‘ Zhere IS rore. 777e/-e. /S a deflcit of Fo//c 4(1/‘0’ in the Moz‘/)e.r ‘\5
blood. But a.)/?}/ /S there 2AIS dehricit? ThsS needs Ffurther research’ a SZ‘aa’y in Flanders re-
vealed Chat the incidence of Spl‘na Bifda is /7/5/78/‘ in areas where there are incineralors ewith
dioxin ernSSions. Dioxin IS /reéamea/ Zo disturd the properz‘/eé of Folic Acid. Tn some parz‘é
of Africa COoé/ng i5 done inside on cpen wood Ares, without a chirney. Pecple Lhere wuse
waste wood which m{g/]ﬁ contan toxic cherncals like dioxin. ITn Sore pats of South Af—-
rea and Guatemala Chere is a Spina Bifida incidence of | out of 150 live births instead of the
average o1 ot oF 1000. The causes are i/]oaﬂ/lz‘ 2o be related to mo/a/y Corn products. The
=7 presamaﬁ/y releases a toxin which disturds the effects of Folic Acid. A veterinarian
once told me that, afler a wetl summer, the Spina Bifida incidence in PGS inCreases 5{9/7/#-
canz‘/y. Some antibiotics even counter the effect of Folic Acid. I these products are wsed
in calt/e—Feed z‘/yey fne\/fzfaé/y end up in our Food.

Feorther research on the real causes of Spina Brfida is needed because an extra a’a//y dose of
Folic Aoid can hide the real cawse of 2His low leve! of Folic Aaid in the rcther.

While ot present, wunborn children cwith impairments in the North are Ae/ng Syéfemaf/CQ//y
eliminated after a prendtal o//'agno\S/S y Lhey not only bl avaluable human life, but a/So elinvndde
the symploms of a cause that will remain wnknocon. 771ey ewill stop /ooé/ng Ffor the cause
becawse the proé/em /s rno /onger visible.

As a result, Spina Bifida threatens to be an impairment of the Sowuth cwhere prenadal diagnosis
s /mra//y c/e\/e/opea/ . We ,énow ¢hat ) For illnesses /ffe malaria ehich Ma/.n/y occur inthe Soaz(/],
Chere are far Fewer means for Creament and scientific imestigation. As a reswlt, Zogether
with Spina Bifida in the North, research gramts for further investigation are éeing elinnated
Zoo and Z‘/?e\Se cauUses are //‘,ée/y Zo credate oZ‘/?er i/ hesses.

In c/ex/e/op/nﬁ Countries we See a very /1/3/7 Hydrocephalus incidence. tithin the IF netroork,
Dr. Bepjariin Warsy an American pediatric neurosurgeon, has been corking £or yvears in Uganda.
e developed severa/ investigations 2hat noeo, even in the North, contribide to a better knows/-
edge and Crealment of Yydrocephalus. So, we Found that in é/gana/a a major cause s Lhe poor




Zreat ment of postnata/ Men/ngfz‘/\s .

Probably the bad hygienic circumstances and habits during delivery cause so many infections.
In case of fever, the Craditiona/ hedalers ofen 2hink it is malaria and before mother and child
reach a faa/fﬁ' ed physician, the infection has already deteriorated into Men/‘nﬁfz‘/\s. Infections
and /nadefaaz‘e Credd ment are proéaé/y the main causes of Aydrocephalus in a/ex/e/op/nﬁ coun-
Zries. IF a@termpts to treat Chese children but is also SZ‘I.Mé(/dZ‘/.hg Furdher /‘h\/esz‘fgaz‘/on into
the causes which, of course, are more /’ar—reQC/w‘ng and affect Ffar more pecple than only
2his mother and her child.

Prevention is éeiier 2han cure. On the other hand, prenaz‘a/ diagnosis s wronﬂ/y described as
prevestion. It 's obvious thad nothing is prevested. IZ s early detection, with the aim of elipn-
nating unborn children ewith impairments. Theretore the IF network discussed and reached
Zwo other resolutions. One resolution aga/nSZ‘ eliminddion of disabled wunborn children after
prendatal screening and ancther resolution against active Lerpunation of life of newlborns with
5/9fha Bida cere reached éy IF.

&ery illness or impairment has a cause that right have been prevented and therefore it shou/d
be a point of altention at every Step in medical care.

Preventative measiures for Pressure sores £or examp/e are much easier ¢han the Cread ments )
which sometlimes demand complex plastic surgery . Paralyzed pecple need Zo change Cheir sit-
ting-position reja/ar/y, 2hey reed a good seal-cushion, braces and shoes must not pinch and
he skin has to be checked reﬂa/ar/y For red spots.

All children coith Spina Bifida are born with a paralyzed, but intact Bladder and normal £ 1dneys.
Nevertheless, he M@ohl‘y of those children Seenr to have Seriows bladder and (/a/ney c/amaﬂe.,
5}/ /e age of one. In th's KHeld the heallhcare SVSZ‘QM didn f swucceed in preéer\//ng Zhe ong/
nally intact bladder and Kidneys.

wWith 2he rig/ht prex/enz‘afn/e strateqy, most of the children with Spina Bifida are dry, infec-
dion—free and don'? show ,é/c/hey or bladder o/a/nage The fact of Ae/ng dry already is prevention
dga/nsf social exclusion. IF you Smell like wrine or stool, you are ée/ng Shed owt. IL Zhe
person is dry, he rsks far less pressure sores, skin— and botdom-problems. Also overprotec -
tive education of a child with a d/SdA//lty /eads Zo pro.é/ems o become an independent adet/t.
Preventive educat/on Supports and empowers the child 2o reach Cheir 30&/\5.

In a certain wway, every action Should contan prevention. Conrrng back ot Y faeSZ‘:'on) shoutld
we prevent who we love? No, we have to Zake care of those we /ove and 5}/ z‘a,éfng care we
See their valuable lives, but e also See Lheir /roé/eMS . IF we can prevent Chese /ﬁoé/emS ‘n

necoborns , we Should do 7. When [./e\%/'e died I did not riss her wheelchar. I rissed Lies,
her srile, her heard, her love.

T is because e love, we prevent.
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’ 77763 Silent CO/‘)SP/‘/‘CZCV "

By Asoock C. 4/750/7}/, MD, FACP
Professor of Medicine, Department of Medicine, Indiana University School of Medicine, and 2he
Kichard L. Roudebush Veterans AfFfurs Medical Center, Indianapolis, Indiana, {USH

What are the formative influences in owur career /%zz‘// 2hat lead ws o advocale for a 5/86/1;} c
group of’ patients? The intellectual c/la//enge of heir disease? An experience with a patient
or /’am//y member? A 3/1(’5&.:/ Zeacher? Yes, arny of the above!

But perhaps overriding all these is an imitadion that coincides cwith our highest ideals, a
promise of fulf ///‘/73 a romantic void deep within one ChA touches and heightens our senses,
our sSensitivities, and restores balance o our /ves. And then, Chere Is Che lere of pdz(/.enz(\f
themseles cheerleaders imvolved in a silent conspiracy .

For me, this call began coith drama bathed in tragedy. It cas mid-summer 1922 in Ludhiana
wwithin the Indian Side of the vast Pz,{/‘:;/'a.é and the ar was thick with a Sfc,éen/ng blend of
phenol and the sweat of labour. The exhawusted rother had Just let out a primeva/ scream
as we withessed and CO//ecf/Ve/y experienced the anéfea(aé/e Aorror which accompanies ¢he
Unexpected birth of a éaéy with 4nencep/7a/y. That near normal face cwith no brain is a hacent -
ing image... even today. But this baby was Areai/zfng, So they Swaddled and lad her in a bassinet
5}/ the far sSide of the c/e//v/ery room wunti! she departed 51‘/&/7{/}/... without fanfare or Zearfud
3000’5}/&5 . Litt/e did I realize 2hen hoeo mech Chns 5@5}/ would affect ry Career ChoiCes.

Just over s years ago, armed with a Fé-l/é/‘/:g/ﬁ‘ scholarship, I travelled o »y alma mader Zo
ask a Simple ?ae§z‘/on-' C Whad's 30/‘/73 on with prevention of Newral Twbe Detects (NTDS)
E%nende//)a/y and S//'na BAdal in India? ) That adventiure led Zo Zhe 5/706%//73 c//SCo\/ery that
2he incidence of NTDs in vast areas Z‘/?foaﬁ/]oazf North India was arrong Zhe /7/5/7&5(‘ in the
world! Not anexpecz‘ec//y, Zhe 5/9/‘/7& BiAda Associalion of India warted e to relade 2H's
story at Zheir /naagara/ Meez‘/nﬁ in Mumba. Bud I showld have known betler—the conspiracy
of the Silent withesses was ad work. THs ﬁ/ﬁﬁ"/@a)ered ScientiAc conference was rife with
ahforgefz‘aé/e mermories and /?)762385 for those who /eerea/ even c/eefer....

On entering the auditoriun we cwere politely greeted .éy dozens of children with Spina Bifda
who sa among wus ex/oé/nj /nda/ﬁeni Sriles, warrith, and Sserengt frening bonds—each embraced
as a hero. Yoww very correct 1 foa’c@/ s our specia/ day, " one of them looked up at me bearr-
ing, as we posed for pictures, holding £rgers in V For \//‘cz‘ory‘ Sighs. " We even got chheddi
(/70/[0’@/) from school! " At 2he o/enfng Ceremony, a dozen such children coith Varyinj 3/‘&::/&5
of’ paresis gamely Aelped one ancther up the stage in a Silent rendition of “Ye ant Hheay,
Ae ‘s »y brother! ) Thelr invocadion /7ymn (as d{gn/‘z‘aﬁes /it the Zraditional off/ /a/y//?) was front
2he internationally-acclaimed 19505 Indian #/m L' Do Ankhen, Barah Haath " T oo byes, 7 coelve
Wands "1 which was aboutd successtul reformation of hope/eSS crimina/s...against all odds.
But was I the only one who saw deeper connections betroeen y?.‘/78~/70/9e/e\55—-a5 ~yet—not -
born—ith-NTD" and Zhe hope of NTD-prevention? And did T Just hear 12 innocents coith
Folded hards /Mp/ore wus Zo ,éeep Zhert in our Prayers 7
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There was 2his handsome Muslim cOap/e who éroaﬁ/lz‘ Zheir éaéy with menfnﬂomye/OCe/e Ffor
an a/iraSonoﬁrcgphy a/eMonSZ‘rdZ‘/on)' that child ‘5 mother Z‘aagﬁf Us SoMeZ‘/ﬁng about Zhe diﬂn/‘z‘y
and solidarity of motherhood. Just before p/acfnﬂ her éaéy on the pedestaly she SZ‘rafjﬁZ‘enea/
/7&/\53//; f/]few Aac( /7e3r \/e// ) ana’ a.)/Z‘/] S/Oa.) c/e//éeraf/‘on SCLannec/ f/]e aac/fenCe proaa’/y a.)/Z‘/? a
/Id//' —sriile. 777817 She w/7/‘5/93rec1 “ 455&/@/’7&(&/&/%&(/’7 " (l’ Peace 5& with yoa "> as She éoa)ec/ Aer
head and rarsed her r{g/?Z‘ /a/m Zo Aher forehead. But was I Zhe on/y one who heard her word-
lesshy say: " Look a e... »ny Aaéy is as beawtitul as me!” Indeed she was grace personfed..
" Waalakumsalan " Peace be with you Zoo'). Yes % Srster may all/ 500:/ 7.‘/7//735 come o
yout!

&ery speafer had a ungue Story or encouraging message to share. This Eurcpean ardist,
president of an internationa/ organzation dedicated 2o NTDs, was Fadher of” ..a wonderfu! and
inZ‘e///Se_nZ' a/aag/lz(er who fa//y epjoyed her life. tho loved music, art, had many Friends, went
Zo an o/*o/fna/y school... ..and fell in love every Second a’ca/./ She had Sp/.na BiAda and died when
She was eleven, after shumt revision...

7 he Be/gian PASSICian—advocale againSz‘ et hanasia, a mother From the Dutch NTD Support
6/*0&(/, Zhe Auwstralian /9/7y5/~oz‘/78rqpl‘5z‘, a c/mm/aion for 3/05&/ folate Food—-Ffortdihcalion From
2he CDC, and a /}ez‘erogeneoaé congregadion of” acadernc pediatric surgeons, aro/ogz‘sz‘s , oF—
Chopaedicians, and newrosurgeons £rom the UK, USH, and India Zhey, Jjust could not felp Ae/nﬁ
there! So the conference organ/ZerS once lone voices in the wilderness cry/‘ng for c/idnge were
now arong tarily! More coarsith!

The American pediadric heurosurgeon who cperated on over 3000 74 362/70/62/7 children for %ya/ro—
cephalus and Spina Bifida had rore o Cell us about his call so much gredder than how he
had Zamed Zhe ravages of #ydrode//m/LIS L(S/ng an fna/{genoa\s catheter and a //oneerfng lech-
n/?ae, ThesSe were indeed cawse for celebration and that we did, CO//ecZ‘/\/e/y.’

Bt there was STl cause for concern: A peripatetic obstetrics nurse from Kansas ﬂ/'z‘z‘fng
betioeen 19 p1iSSion hospilals in India observed a z‘roaé//ng a//-pervasive apadhy Lowards advis-
fnﬁ women about the ease of primary and Secondary NTD-prevention cith folale supplements.
7 he COnéefaenCe7 Soon after a leclure on NTD and s prevention for 500 factory workers
n Pa/g/'czé, a woman came Forward coeeping anCOnZ‘ro//aé/y She had delivered six conseccdive
babies, each cwith 4nen¢ep/za/y, and just realized coith horror during 2he lecture thad she had
Sl not been 3/\/@/7 Zhe /-/5/11‘ advice before her Seventh prejnancy.’ An Indian social worker
meSmerized ws with 3/‘639/)/& pictures and described in pantful detal the innetmerable /)roﬁ/em\s
Fuced by children coith Spina Bifida in villages. She was a captive and would surely snare many
more to " the cause” with such lectures , L Z‘/[oag/[z‘/ Tn the end, she bleurted owut:” e 30//75
For a PHD For thes..!”

Finally, there were ¢he courageous mothers of children cwith Spina Bifida. Brave Hearts, Pi/-
lars of Strength For one ancther, each an embodiment of grace wnder pressure, carrying a
butrden greater than anyone else. Each conterence participant was heeding a personal call, and
experienced what Wordsworth beacdifully wrote in Lines composed a few riles above Tintern

4 Aéey ‘




’ 4/70/ I have fel?

A pPresence 2hat disturds me cith he L/'c;y
OF elevated Z/ioaﬂ/zzﬂs)' a SenSe Sublime

oFf Somez‘/]/nj £ar more deeply interfused...”

That * presence " that * rolls Z‘/’lroag/? all Z‘/f)/ng\s Y Z‘ogez‘/’]er with innumerable ” little helpers )
have targeted wus all in a silent conspiracy to mantan fFocus on their behalf.

Noew Chree decades later with the c/ar/z‘y of /7//70’5{9/]3 iZ all makes Sense. But at each cross-—
road, Ao did I manage Zo ask the relevasit ouestions How does folale enter cells, cross
Che placenta, and then enter Zhe a/ev/e/op/ng foetal brain? Was I not led..? * From origns in
Fundamertal research Zo noew hoplnﬂ Zo ef/’eci policy changes that dramatically improves ¢he
naz‘/vz‘/on of” sullions of women in Inc//a 71" students and peers ask raz‘/mer /ncreda/oaS/y,
ISn Z( 2As well éeyono/ yoar z‘ra:n/n37 )4/7:/ a litd/e voice ihsSide 6/762//3/758_5 Yoa re not afraid
or 1ntinrndated no Ffear of fwlure? %a}-a’/y/ Just after I owdlined c/m//engeS for India (aboud
Food-Fortiication with Folale and vitarin BL?>, this %'na/a mot her carry/ng a pa/‘a/yZec/ child
on her /7//9 /nSfoncf/\/e/y reac hed wup and z‘enc/er/y Stroked Y face in an e>(/9re\55/on of Jove. T hen
She sad: " ITF Paramadma (God) waids you to succeed, no one can stop yoa/ I seriously
dowbt she read any oA St. Pavl’s letters. But her ?alef confidence felt like ... a benediction!

So whdt does mox//ng Far out of our comtort zones and immersSion in SuUCh enterprises 3ez‘—
Z‘mﬁ we?, in the thick of the battle do to ws? T Spea,é on/y i/z/-oaj/] nascent experience: Yes,
Chere are morments of " nurinows consciousress . And with each prompt, we perceive Seed
events in 34(/0/62/76&, wunti! all cork appears permedled with ChIS Sense of reverence. Then cork
itself’ Chappilyd becomes the qpplied edge of our deepest beliers and we are being gradually
transtormed into our /7(9/7&55 /deals .

/{/—na//y, no event or effort is entirely casted..

Twenfy—e@/zz‘ years /’o//ow/ng Zhat cle//\/ery room experience, I saww a 5@5}/ with Menfngo,y,y_
elocele curled up in a Formalin jar in an analorty museurm. What a waste, I thought inmtially.
But was it really..? Not /on3 ago, when I held one of these babies in ry hands, iZ was yet
ancther swurreal moment: Yere we were, surrounded by 25 babies with A/7D wst lifted owt of
a formalin contaner /ooé/ng for the most p/]oiogen/c babies'! Those heart—rendmg photo-
3/-@?/75 Aave now been Showon to thowusands of woren 1n India C2hey are even in a 5@55—53////75
hemafo/oﬁy Zextbook with a victoriowus message’ Yes , N7D- /Qret/eni/on s pos\s;é/e So did
Chose babies make a difference Yo even one prospective mother?

What's next on the agenda yout ask? wWith recogmtion of a Slgnfﬁ' cant proé/em in India comes
Zhe c/ya//enge Zo Zry Zo c/zange the stadus guo especially for 200,000 Very—s/oec/a/—-/;z‘z‘/e—-
persons each vear. A c/ea/'enug call Fron the wunborn o me!

While preparing for another cweek's experience with jet /ag, I discussed these plans with a
Friend and CO//eagae Torm, a past-president of he American Society of Pediatric Newrosur-
geons, was Cired from haing operated a/l day, but listened intently. Then he put down Ais
3/625585 ) /oo,éeo/ z‘/zroag/y Y eyes, and Sofi/y Said with comiction: ” From 1y /er\s/?ecf/‘l/e, i~
you can prevent even one baby From getting NTD, your entire trip could be more than cworth
he efFort’!
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“Folic Acid Fortification”

By Sir R. Bayston, Andrew Russell, N. J. Wald and A. V. Hoftbrand
Association for Spina Bifida and Hydrocephalus, 42 Park Road, Peterborough PE1 2UQ, UK; Wolfson Institute of Preven-
tive Medicine, London, UK (NJW); and Royal Free Hospital, London, UK

Mr. Andrew Russell has for long been a strong advocate for fortification with Folic Acid. For years, the Association
for Spina Bifida and Hydrocephalus had to fight to overcome (scientific) prejudices. Especially in 2007. Among
others, Mr. Russell formulated an answer to the perceived cancer risk of Folic Acid Fortification.

After long deliberation, the UK Food Standards Agency (FSA) has recommended the fortification of flour with
folic acid to reduce the numbers of pregnancies affected by neural tube defects. However, on Oct. 17, 2007, the
FSA indicated that a decision on fortification is to be delayed until the Chief Medical Officer considers recent
publications on the issue of folic acid and colorectal cancer. Two papers are likely to be considered: Cole and col-
leagues' and Mason and colleagues® .

The Cole paper reports the results of a randomized trial of folic acid in prevention of colonic adenoma recurrence
in a group of patients who had had adenomas removed. The conclusions have been misinterpreted. The paper
does not show that folic acid supplementation poses a hazard. It relates to colorectal adenomas (benign tumors),
not carcinomas. The incidence of adenomas in those who were and were not allocated folic acid supplements was
almost identical over the two 3—4 year consecutive periods of follow-up (relative risks of 1-04 [p=0-58] and 1-13
[p=0-23]).

Cole and colleagues correctly conclude that 1 mg/day folic acid did not reduce colorectal adenoma risk, but nei-
ther did it increase it. The results (table 3 of the paper) are negative. The only hint of increased adenoma risk is
in a subset analysis related to the incidence of three or more adenomas. Secondary analyses, when based on such
small numbers (13 placebo, 30 folic acid), are prone to the effects of chance producing formally significant results,
particularly when there was no excess risk (relative risk 0-97) in people with one or two adenomas. A similar trial
showed no excess of adenomas with folic acid®.

The paper by Mason and colleagues reports on a temporal association between folic acid fortification and an in-
crease in colorectal cancer in the USA and Canada. Mason and colleagues suggest the possibility of a causal link,
but the data do not support this. The incidence of colorectal cancer declined until 1995 in the USA and 1996
in Canada, then increased. Mandatory folic acid fortification was in place by January 1, 1998, in the USA and
about a year later in Canada. The rise in colorectal cancer incidence therefore started before the introduction of
fortification on any large scale and so could not have been caused by fortification. Figure 3 in the paper shows that
endoscopy rates for colorectal cancer among people aged 50 years and older increased after 1996. Cancer screen-

1. Cole BF, Baron JA, Sandler RS, et al, for the Polyp Prevention Study Group. Folic acid for the prevention of colorectal adenomas: a randomized clinical trial. JAMA 2007; 297: 2351-59.

2. Mason JB, Dickstein A, Jacques PF, et al. A temporal association between folic acid fortification and an increase in colorectal cancer rates may be illuminating important biological principles: a
hypothesis. Cancer Epidemiol Biomarkers Prev 2007; 16: 1325-29.

3 Logan RFA, Grainge MJ, Shepherd VC, Armitage NC, Muir KR. Aspirin and folic acid for the prevention of recurrent colorectal adenomas. Gastroenterology 2007; published online Oct 11. DOI:
10.200710.014

er Statistics Working Group. United States cancer statistics: 2003 incidence and mortality. Atlanta: Centers for Disease Control and Prevention and National Cancer Institute, 2006.
adian Cancer Society/National Cancer Institute of Canada. Canadian cancer statistics 2007. Toronto: Canadian Cancer Society/National Cancer Institute of Canada, 2007.




ing is always associated with an increase in incidence because of the effect of early detection. Colorectal cancer
mortality rates in the USA show no upward trend. The rates decline by about 2% per year between 1990 and
2000 . Canada also had a continuing decline in colorectal cancer mortality rates from 1978 to 2003’ . The paper
by Mason and colleagues therefore provides no grounds for concern. It is misleading to link the rise in incidence
between 1996 and 2000 to folic acid fortification.

The FSA and the Chief Medical Officer can be confident in recommending that the UK Government introduce
the mandatory fortification of flour, which could prevent about 400 pregnancies affected by neural tube defects
each year, reducing both the number of terminations of pregnancy and of children born with these defects.

We declare that we have no conflict of interest.

Reprinted from The Lancet, Vol: 370; Bayston R, Russell Andrew, Wald NJ, Hoffbrand AV; “Folic Acid Fortification and Cancer Risk”;
2004; Copyright: 2007, with permission from Elsevier.

“The risk of fumonisins”

By Prof. Dr.. Wentzel Gelderblom
Director PROMEC Unit, South-African Medical Research Council

Studies related to the possible role of fumonisins in the development of Neural Tube Defects (NTDs) have been
reviewed suggesting the impairment of folate uptake as a possible mechanism®. Studies implying a possible link
between the fumonsins and the incidence of NTD in countries such as China, South Africa and the Texas-Mexico
border were highlighted. A recent study showed that the consumption of tortillas during the first trimester in a
population along the Texas-Mexico border was associated with an increased odds ratio (OR) to develop neural
tube defects’. This association was based on the postpartum Sa/So ratio in that increasing levels of fumonisins
exposure were associated with increasing ORs for the incidence of NTD.

Estimated fumonisin exposure in Guatemala due to the consumption of nixtamalised maize products in the form
of tortillas is likely to exceed the recommended provisional maximal tolerable daily intake of 2ug/kg bw/day set by
the WHO?. When considering the urinary level of FB1 in a Mexican woman cohort more than half of the study
population had detectable levels, which was associated with maize-based tortilla consumption’.

As tortilla preparation reduced the level of the fumonisins intake the latter should be much higher if maize is
consumed directly via other means especially in the African context.

6. Marasas, WF.O., Riley, R. L., Hendricks, K. A., Stevens, V. L., Sadler, T. W., Gelineau-van Waes, J., Missmer, S. A., Valverde, J. C., Torres, O. L., Gelderblom, W.C.A., Allegood, J., de Figueroa,

A.C.M., Maddox, J., Miller, J.D., Starr, L., Sullards, M.C., Trigo, A.V.R., Voss, K. A., Wang, E. and Merrill, A.H. Jr. (2004). Fumonisins disrupt sphingolipid metabolism, folate transport and devel-
opment of neural crest cells in embryo culture and in vivo: A potential risk factor for human neural tube defects among populations consuming fumonisin-contaminated maize. J. Nutr., 134,711-716
7. Missmer, S.A., Suarez, L., Felkner, M., Wang, E., Merrill, A H. Jr. and Rothman, K.J., Hendricks KA. (2006) Exposure to fumonisins and the occurrence of neural tube defects along the Texas-

Mexico border. Environ. Health Perspect. 114, 237-241.

8. Torres, O.A., Palencia, E., Lopez, de P. L., Grajeda, R., Fuentes, M., Speer, M.C., Merrill, A.H. Jr, O’Donnell, K., Bacon, C.W., Glenn, A E. and others. Estimated fumonisin exposure in Guate-
mala is greatest in consumers of lowland maize. J. Nutr. 137, 2723-2729.

9. Gong, Y.Y., Torres-Sanchez, L., Lopez-Carrillo, L., Peng, J.H., Sutcliffe, A.E., White, K.L., Humpf, H_U., Turner, P.C. and Wild, C.P. (2008) Association between tortilla consumption and human
urinary fumonisins B1 levels in a Mexican population. Cancer Epidemiol. Biomarker Prev. 17, 688-694.
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“Prevention of secondary disabilities: CIC and Bowel Management”

By Mr. Lieven Bauwens,

IF General Coordinator

Dr. Carla Verpoorten and Mrs. Maria-Helena Christiaens have been active in training staff in IF projects in de-
veloping countries. All too often children with Spina Bifida are facing secondary disabilities that could have been
prevented by the proper management of the problems they have. Clean Intermittent Catheterization has proven
to be a cost-effective and sustainable solution for urinary incontinence of children with Spina Bifida. When these
children are able to control their bladder and bowel through an efhicient continence management programme,
they can get schooling preventing social exclusion.

Dr. Carla Verpoorten has decades of experience with children with Spina Bifida, both at the University Hospital
of Leuven as in developing countries. She concludes':

Medical management with CIC and anticholinergics is effective in preserving renal function and providing safe
urinary continence in more than 90% of patients with a neurogenic bladder. Early diagnosis and treatment in-
stitution, long before continence becomes an issue at toddler age, can prevent both renal damage and secondary
bladderwall changes, thereby improving long-term outcomes. Compared with oral oxybutynin, intravesical oxy-
butynin has more potent and longer-acting detrusor suppressive effects with good tolerance and should be used
prior to considering surgical therapies. Therapeutic goals should no longer be restricted to prevention of secondary
damage to both upper and lower urinary tracts. Instead, our goal should be to achieve normal renal and bladder
growth at safe bladder pressure, with appliance-free continence.

Dr. Verpoorten and Mrs. Christiaens have also successfully implemented a bowel management programme using
as many local means as possible. Cost effective and a simple way to get children with Spina Bifida dry and clean,
a key to including them in society

10. Verpoorten C, Buyse GM., The neurogenic bladder: medical treatment., Pediatr Nephrol. 2008 May;23(5):717-25




W/ Prevention: IF Award 2007

Flo__'fr_ r";""'ﬁ':aun“] nmat“‘: Hon. Mrs. Janet Museveni hands over the IF Award to Prof. Dr.. Glen Maberly

The 2007 IF award was handed over to Prof. Dr. Glen Maberly, coordinator of the Flour Fortification Ini-
tiative (FFI), during the conference of the International Federation for Spina Bifida and Hydrocephalus in
Kampala, Uganda in May 2007 by Mrs. Janet Museveni, First Lady of Uganda and a member of the Ugandan
Parliament.

Each year, IF presents the IF Award to an individual or organization in recognition of the special contribution
they have made to the service of people with disabilities in general or to people with Hydrocephalus and Spina
Bifida in particular. The award itself is in the form of a bronze statue, representing an Etruscan woman with a
hole in her back and abdomen. It is representing both ‘the pregnancy in danger by prenatal diagnoses’ as the
‘disability’. The view through the body represents hope. It is a focused way of perceiving the world through
the hole in the back of people.

FFI is a network of individuals and organizations working together to make micronutrient fortification of
flour produced by large roller mills standard practice. The network is composed of representatives of private,
public and civic organizations who combine their resources and collaborate to foster flour fortification. The
representatives are farmers, wheat procurement and marketing organizations, millers, mill manufacturers,
producers and/or distributors of flour improvers and fortificants, food industries that use flour, non-govern-
ment organizations, agencies of the United Nations, government agencies and other national entities.

FFI was awarded considering the theme of the 2007 conference “Tomorrow — prevention of Spina Bifida and
Hydrocephalus & prevention of secondary handicaps,” considering the progress FFI made in Australia, Asia
and some African and European countries, considering their scientific persistence in preventing Neural Tube
Defects and not in the least, considering the excellent working relationship IF has with FFI.

The mission of FFI is to stimulate interaction and partnership between the public and civic sectors and the
grain and flour industries to inform and encourage these industries to make fortification of flour a normal part
of large roller mill flour production.

Fortification of a staple food is a highly effective tool to improve public health. The success of the salt io-
dization efforts demonstrates what can be achieved when a product-specific industry assumes leadership in
improving public health. Wheat flour fortification offers a tremendous opportunity to improve the vitamin and
mineral status of populations because more than 400 million tons of wheat is eaten each year, most of which
is milled by large roller mills.

Members of the FFI network - and those whom they can reach and stimulate nationally - have the ability, the
resources and knowledge to advance the cause of flour fortification, help save lives, improve the health of

millions of the world’s population, and remove a major obstacle to the sustainable development of nations.

2007 was an excellent year and it is with great pleasure that IF looks back. The progress that Flour Fortifica-
tion Initiative has made is tremendous. That is why they deserve the IF award 2007.
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Development Cooperation

IF has been able to develop, with the help of reliable partners, a comprehensive package in treatment and
rehabilitation of children with Spina Bifida and Hydrocephalus in six African countries. In 2007, IF and Cure
International have developed a training project with Handicap International in Vietnam, executed in the first
three months of 2008.

Development Cooperation is, thanks to the partnership with Ryggmargsbrokk- og hydrocephalusforeningen
(Norway — RHF) and Riksférbundet for Rérelsehindrade Barn och Ungdomar (Sweden - RBU) that has the
support of the Norwegian and Swedish governments (respectively via NORAD and SHIA), the most impor-
tant activity of IF, counting for 65% of the costs.

21%

Division of Cost . .
Representation and Networking

(In Euros) 90,247
3% Knowledge Network
. - 12,100
Developme operation e 6% Prevention
24,356
4% General Costs
18,245

Costs Within Development Cooperation




IF Funded Projects in East Africa

Sudan
Khartoum Cheshire Homes
Bethany Kids at
Uganda Kijabe Hospit:

Kampala: Kataleynwa Cheshire Homes
Mbale: Cure Children’s Hospital of Uganda
Mparara: OURS Mbarara

Tanzania

Compichensive Community

Some numbers from the projects in Africa: Based Rehabilitatign Tanzania (CCBRT)

Surgeries:

1367 shunt operations (795 bought in 2007,
1095 bought December 2006 = total 1890 shunts bought)

Bei¥CURE Inter na-
fonal Hospital of Malawi
- Blantyre

eit CURE International

489 ET V-operations in Mbale, Uganda; Dar es Salaam, Tanzania, Hogpital of Zambia - Lu-

Kijabe, Kenya, and Lusaka, Zambia
FOHOW—up indicators: 85 infections recorded, 48 shunt failures

213 Spina Bifida operations (closure of the myelomeningocele
and others)

1255 other surgical interventions

Total amount of children followed:

3963 Hydrocephalus (without Spina Bifida) and 2052 Spina Bifida (with and without Hydrocephalus)
1620 children with Spina Bifida and / or Hydrocephalus were seen during clinic days in 2007
1559 children in CIC follow-up who receive catheters (of which 295 since January 2007)

589 children in bowel management follow—up who receive a cone (of which 108 since January 2007)

Training:

30 different training moments for professionals (ranging 1 day to 3 months — can be specified), in total 529
people attending

153 people attended conference in Kampala

62 different parent meetings: in the RHF / IF projects; 1686 parents attending parent group meetings linked to
the RHF/IF-projects

Continence Management: 21 training days related to projects, 373 people attending (related to target group:

professionals, parents, children)

Inclusion:
36 children reported to be in school (linked to the parent groups)
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Endoscopic Third Ventriculostomy (ETV)

The Zambian neurosurgeon Dr. Kachinga Sichizya was trained by IF
Consultant Dr. Benjamin C. Warf at the Mbale Cure hospital in Uganda
in Endoscopic Third Ventriculostomy and Choroid Plexus Cauterization
(ETV/CPC). With the help of Cure International, he was equipped and
the Beit Trust CURE International Hospital of Zambia is now making
a real difference for children with Spina Bifida and Hydrocephalus in
Zambia.

IF cooperates with Cure Children’s Hospital in Mbale to train neurosur-
geons in these new techniques. Surgeons from, among others, Nepal,
Tanzania, Zambia, Uganda and Vietnam have already been trained and
several others (from Bangladesh, Ghana, Ethiopia) are planned.

Dr Kachinga Sichizya presented the tech-
nique at the 2008 IF conference in Lisbon.

“For me it is one of the very best innovations to have come in this century,” explains Dr. Kach-
inga. “The fact that we are able to treat the children with Hydrocephalus without having to put in
a shunt - imprisonment to a life-time liability of fear and insecurity - is very special. And when
it is successful, you really see the children blossoming, shunt-free and recovering their lost time
with physiotherapy and rehabilitation.

During the period of 8 months since the arrival of the endoscopic equipment, up to the month of
April 2008, 110 children have undergone ETV/CPC. Of these, 8 returned for re-do surgery. 4
of these 8 patients ended up being shunted. This indicates a success rate of 96.4%. Many other
children could not have ETV done for many reasons including bloody CSF, poor anatomy and
the scarred cisterns.

My involvement with ETV started when I had an opportunity to join IF and CURE International.
Soon after, under the auspices of IF, I was offered a 3 month scholarship at Mbale to learn and
practice ETV. It was a wonderful time which I still cherish to this day. I am thankful to my
teachers, Dr. John Mugamba and Prof. Dr. Benjamin C. Warf and the staff at Mbale who loved
me so much. Working at home in Zambia has been a great fulfillment for me. I am doing some
great work which I am thankful for everyday.”
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‘ Saa/o/en/y She 4ppear5 4»70/73 the Trees”

By Kende %ég/fn, Mermber IF Board of Directors, &ditor KBU Maﬁaz/ne, Kerelse

Kende %63//1) 'S5 board member of IF and c/o5e/y involved with the work IF does in de\/e/op—
ing courtries. She reports fronr é/jano’a when she visited IF projects with her husband.

After z‘rave///ng in Africa you never entirely leave that continent. A plece of the country you
visit follocws you Fforever into Che Future. 777/‘/735 Zhat 5Z‘ay with you are the red soil, Zhe
hedd, the crowds of /eo/o/e wa/,@nﬁ a/on3 Zhe roads, the Aegps of 300&5 presented e\/erywﬁere
on Che ground: bunches of bananas, a handful of tomaloes or a par of worn-out shoes.
Anpthing that may £nd a besser.

The How of children is etched in vour rund and particedarly “owr” children. Children cith
Spina Bifida and Yfrdrocephalets.

After a Cewelve—day—jottrney 2o Uganda, we 512 here with an armful of memories, rememéer/ng
2he kindness, the JN h pecple we met, Che /7/:9/7 pulsation: as £ 2hey cannct afford o waste
Zheir Ives on grievance. Time is reenning and pecple make wse of every sunite, 3/*42‘3/2(/ £ here
i5 Ffood and shelter today and Zomorroo. In 2he meantime Lhere are aleways the c/ildren Zo be
Z‘a,éen care of while rmum has to a.)or,é, Mayée as a cleaner or a sSalesSworman in a mar%ez‘ p/acg)'
the children look after each other, a % ve—year—o/d z‘a,é/ng care of a four—year—old, and in /e
eVen/nﬂ 2hey all have Lheir ration of rice with a green Veﬁefaé/e and Some cooked banara.

Yoo will there be Cime left For the farsilies who have a disabled child to teach Aim or her
o become continent with no smell of wrine?

IF /s woré/nﬂ with Severa/ pProjects in east Africa in which Farilies who have children with
Spina Bifida are taug/t 2o cathelerize Cheir children cwith the purpose of /ze//)/ng ther Zo
become socially continent and not Smell fror wrine. Tt enables the children to go Zo schoo!/
and be wiith other children.

Dee/esz‘ n our r1emory /s a Iitt/e 3:‘r/ of Seven tohor we met in Mbale, 250 kilometers nordh-
east of Kampala, the capital of” Uganda. 7 he girl Ives with her mum and a 5/5///73 in a tiny
house in a typical African slurm area. The rother, Kayago Janet, 35, i a widow with Seven
children aged P17 Years. Five of therr live in ancther house, the rest of which is paid for 5}/
an aunt. Kayago works as a cook in a restaurant. She leaves her Aome a Hve in Che Morn/ng
and comes back at six in the e\/en/ng. The Seven—year—old has Spina Bifida and %yc/rocep/m/a\s
and her name 15 Napeded) Milly. Kasago gave birth to her at home, She saco that the child had
a /ea,é/‘nj Sore in her back and Aroaj/zi her o the district clinic the next day.

Fror there She was referred to Cure Yospital in Mbale, 2he only rewrosurgcal hospital #or
children in Uganda (23 prillion inhabitarts). Her cound cwas cperated on and healed and Dr.. Ben
Warfy, an American neurosurgeon, sad 2hat it MIS/IZ‘ be necessary o cperate the child for
%ydrodep/m/dS Furdther on. tWhen She coas e.{g/)i months oldy it was time For it. He /erf’ormea/
whad 1s called an fna’oSCo/fc Third L/enz‘rica/osz‘omy, E7V L/) a hole i1s made at the bottdonr of
Che third vendricle in the bran. 7The 3000/ part of CAls procedire is that ho SAUNC IS needed.
Shumnts often cause complications and are not very suwitable in an African Sez‘z‘/'ng.




amutebi Milly,
R e




7 oday, Nameidedi can walk eoithoud wa/(/mg ads, she is alerd and /'nte///jenz‘ - but she Is rnot
dry. She cannot control her wrine, Lhere are drops #alling along her legs. Other chuldren Zease
hery even beal her. Her mother warts her to stard school, but as long as she is incontinent
that /s /MPOSSI‘A/&

The social wor,éer From Cure ﬁ/oSp/Z‘a/ who has Aroaﬁ/'/f us to see tHh's /’QM//}/‘ /roM/'SeS Zo
See Co it that Zhe 5//‘/ eorl! have the cpportundy to tran se/f’ catheterization. It s not enoag/l
Zo demonstrate the CIC method, you have o montor 2hat it functions in the home emi-
ronment ; either the child must catherise Aerselt From a cerdan age or, when parest's are at
work, the child rust be helped Ay a /7&5/750/‘ or a reladive.

When toe ask Namided what She wishes for her futire, She ansSwers srlingly:
- I want money. Lot's of money!

Anct her gir! that we met was Joamta in Kampala, the capital of Uganda. te coere doing Family
Visits and sat waiting For Joanita to come back From school. Suddenly she appears among
the Crees ) a)a/,é/ng very 5/ow/y, Sz‘raig//z‘ —éac(ec/ and e/eﬁanz‘/y, in Silence. She wears a neat , red
Zardan dress, and Sits down on a wooden bench in Front of the clay At beteoeen her mother
and Joan, physictherapist at Kalalemewa Cheshire Yore, a rehabilitation centre on the outd-
skirds of Kampala.

A couple of years ago Joanta was very Sick, she could hardly walk, let alone go Zo school,
because of a Hydrocephalus, which had gradually grown corse ever since its appearance Zen
years ago. But only noe, at 14, after a fortundde surgical €7V V operation carried out in Janu-
ary 2006, She goes Zo the village primary school Logether cwith §-year—olds, and shows great
skl ot reading, eoriting and dracoing. She is
r@ﬁ'}//}/ caz‘c/ﬁng wup, her favoride SL(éjecz‘
IS SCience, She Aas learnt a /itt/e 5173//5/7,
and her dream Is 2o become a laeoyer.

These two 3//~/5 , Narededi Milhy and Joan -
Za, stay in our runds, a/ong erith many more
of “owr” children. 7773}/ need the fnow-
/ec/ge and Z'rd/h/lg‘ 2hat come with the IF
projects wuntil s integrated in 2he servi-
ces of Aftican caregvers. Africa gves ws
a perspective on ourseles and the 3/05&/
//ly‘aSZ‘fCe at the same Cime as /)eop/e there
comvey a cordiality and lust for life that
we in Che North seldor express.

Joanita




“PALOPS”
By Mr. Luis Quaresma

Member, IF Board of Directors, Director Associagio de Spina Bifida e Hidrocefalia de Portugal (ASBIHP)

Coincidence or not, it was with great joy that
on the day of the lunch celebrating the 30th
Anniversary of ASBIHP (Associagao de Spina
Bifida e Hidrocefalia de Portugal), I received
a call from Angola inviting me to go to the
opening ceremony of the Angolan Associa-
tion of Spina Bifida and Hydrocephalus. So,
in September 2007, I flew to Luanda where I
was received by Dr. Mayanda and some repre-
sentatives of the Angola Health Ministry.

During the five days I was there, I had the op-
portunity to make a brief presentation about
ASBIHP, IF and its projects in East-Africa. I
also discussed the possibility to introduce such
projects in Angola. All of us are aware of the
healthcare scarcity in these African countries,
but most of the time we don’t know the real
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Mr. Jon Burke, Mr. Tom Baroch and Mr. Luis Quaresma visiting
Katalemwa Cheshire Homes in Kampala, Uganda.

dimensions of their reality. And I didn’t either, until I arrived there and saw children with very advanced Hydro-
cephalus, 8 or 9 years old children with Spina Bifida who hadn’t been operated on yect...

At this moment there are 2,000 children with Hydrocephalus, already referred to surgery, waiting for a shunt. If
we include the other thousands who live faraway from the capital city, with very few possibilities of having ac-

cess to healthcare, this number will dramatically increase. I came back from Angola with a richer perception in

comparison with the time when I arrived there. I learned, grew up and became conscious that we all have the

“opportunity” to try to help, that we are able to do something, and that those projects must be made available in

more African countries.

IF immediately sent shunts to Angola and is planning further cooperation.
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Human Rights: “People Are Equal”

By Teije Dijk
Treasurer, IF Board of Directors

Chair of the working group Spina Bifida and Hydrocephalus of BOSK, Member of the working group Ethics of BOSK

Each person is unique and has his talents and shortcomings. People are not the same but they are equal. People
with a disability are full citizens and have the same rights as everybody else; the right to live, to services, to health-
care, to education etc. and the right to participate in social life in all its facets.

IF defends the fundamental human rights of people with Spina Bifida and Hydrocephalus. This has become very
necessary because is it no longer self-evident. More and more the right to life for children with these conditions is
being contested. The arguments used are that newborns suffer unbearable pains and that the expected quality of
life is too poor. This vision is incorrect and based on a one-sided vision on the life with a disability. The IF network
makes a stand against this.

1. Right to live.

From a moral and ethical point of view the active termination of life of neonates because they have severe disabili-
ties, is reprehensible and discriminative. It is incompatible with national and international legislation in which
the right to live is explicitly guaranteed. That same right also has been included in international treaties, such as
the Universal Human Rights Declaration, the Declaration for the Rights of Children and the latest UN Human
Rights Convention on the Rights of Persons with Disabilities.

2. The argument of ‘unbearable suffering’ is not applicable for newborns with Spina Bifida.

Advocates for active termination of life argue that neonates with severe Spina Bifida suffer unbearably. However,
this has never been scientifically proven. Quite on the contrary, in recent investigations and publications, by,
amongst others, Dr. de Jong, have shown that newborns with Spina Bifida are not suffering unbearably. There
might be a question of pain, but this can be dealt with effectively.

3. Wrong image of quality of life

Advocates for active termination of life argue that persons with severe forms of Spina Bifida will have a very poor
quality of life. The expected quality of life is difficult to predict. Who can determine for someone else what quality
of life is acceptable to him? Too often the decision makers on that topic are outsiders; the non-disabled deciding

for the disabled.

In 2000, IF brought together 270 people with Spina Bifida and their families from 20 different countries to dis-
cuss their quality of life. Together they formulated a powerful resolution on prenatal screening and termination of
pregnancy. In another resolution, the IF network reacted on the termination of the lives of newborns with severe
forms of Spina Bifida, as proposed in the so-called Groningen Protocol. Both resolutions formed the basis of the
two resolutions of the European Disability Forum (EDF) and have widened the debate to all disabilities.
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4. Alternatives: treatment and palliative care until passing away naturally

We are of the opinion that all newborns have the right to all available medical treatment that can improve their
quality of life or prevent complications. In very serious and complicated situations for which medical treatment is
not available and life is not viable, death usually occurs fast and in a natural way. Treatment is no option here and
good and respectful palliative care should be offered.

5. Objective information and methods of prevention for parents

Because the unborn child has no legal status, the right to live comes into being after birth. Prenatally, this right
to live is not protected. To terminate the pregnancy is proposed to parents when disabilities have been detected.
IF pleads that parents should be informed about all aspects of Spina Bifida, also about possible treatments and
the improved life expectations. Persons with Spina Bifida and their associations should be involved assuring this
information is not outdated or that it is reduced to the medical deficits of living with Spina Bifida.

6. Access to health and all aspects of life

Through the European Disability Foundation (EDF), the IF network was actively involved in the preparation of
the UN Convention for the Rights of Persons with Disabilities. The purpose of this convention is to promote, pro-
tect and ensure the full and equal enjoyment of all human rights, the fundamental freedoms for all persons with
disabilities and respect for their inherent dignity. Through this cooperation, IF not only gives a voice to persons
with Spina Bifida in the disability movement but also profits from the rich input of other disability organizations.
Resolutions and conventions are tools in the continuous fight for equal rights for the individual with a disability
and against segregation and discrimination.

Accessibility does not only imply an accessible environment but also includes an effective educational system,
non-discriminatory paid work, payable healthcare, access to life. In many countries Spina Bifida leads to poverty.
This should be dealt with. The rights of women with Spina Bifida are another important issue. It is a permanent
struggle and the UN Convention on the rights for persons with a disability will be a great help in countries that
ratified it.

7. 1F’s Human Rights activities in 2007

During 2007, IF continued its opposition against applicability of the so-called Groningen Protocol that assumes
that physicians are shielded from legal prosecution when they apply active euthanasia on neonates with a serious
disability. The 22 documented cases of active termination of life all had Spina Bifida. A medical/ethical commis-
sion passes an ‘after the fact judgement’ whether or not the euthanasia was rightly applied. Also in the Nether-
lands, this policy is very controversial. IF has voiced its objections underlining the available alternatives towards
the Government and medical circles. IF worked closely together with the BOSK organization in the Netherlands
to ensure that the voices of parents and persons with Spina Bifida are actively involved in the debate. BOSK is a
member of IF and shares IF’s opinion.

This issue is not only hitting the headlines in the Netherlands. It also plays in other countries like Italy, Belgium
and Slovakia where IF was also involved in the debate by lecturing on conferences, writing articles and participat-
ing on debates at universities and in the media.

With its “Tomorrow” conference in Kampala and its active involvement in the Flour Fortification Initiative (FFI),
IF promotes primary prevention as the most human and efhicient way to prevent Neural Tube Defects.




2007 Through the Eyes of Protagonists
.,

— IF as an Organization

- IF office opened in Kampala, Uganda
- Foundation of IF Child Help Belgium

* Recognition as EU hosting organization for 3 years

—— Development Cooperation

- Over 3,000 surgeries, over 6,000 children in follow-up
Major Achicvements " Development of the Training Center concept and the
International Program for Advanced Treatment of Hy-

Aimed at preventing Spina drocephalus project with Cure International IPATH)

: - Continence Management - coordinating expert
Bifida and Hydrocephalus e Vanagemen g expert
- Cooperation with Handicap International in Vietnam

and

improving the quality of
life for those with Spina Bi-
fida and Hydrocephalus  IF - FFI meeting November 8-9, 2007

- Conference on Prevention in Kampala

—— Prevention

* European secretariat for prevention network hosted by IF

—— Human Rights

- UN Convention, focusing on the right to live, right to treatment
* Partnering with the European institutions as NGO representing
people with Spina Bifida and Hydrocephalus

* Increasing recognition in Italy and Slovokia

—— Knowledge Network

* Programming of the Knowledge Network
- Translating Knowledge in 200+ questions and answers

* Development of volunteer network

—— Financial Stability

- Achieving EU funding for 2008 onwards

- Tax deductibility IF Child Help

- Continuing private donor support

* Pilot actions with members (ASBAH - SBAA)
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Members of the International Federation for Spina Bifida and Hydrocephalus
S

Algeria

Association des malades de Spina Bifida de Mostagenem
villa no83 chemins de crétes (Mazagran)

Mostagenem 27120

+213 6 99 51 90 36

spinabifida27@yahoo.fr
hetp://www.spinabifida27.unblog.fr

Argentina
Asociacién para Espina Bifida e Hidrocefalia (APEBI)
Fragata Presidente Sarmiento 829/831

C1405AXB Ciudad Auténoma de Buenos Aires
www.apebi.org.ar

Australia

Australian Spina Bifida & Hydrocephalus Association
(ASBHA)

Spina Bifida Association of WA, The Niche, Suite B 11
Aberdare Road

Nedlands 6009

www.asbha.org.au

Austria . .
Spina Bifida und Hydrocephalus Osterreich (SB&HO)
Postfach 88

1234 Wien

www.sbho.at

Belgium

Vlaamse Vereniging voor Spina Bifida en Hydrocephalus
vzw (VSH)

Spiegel 13

9860 Oosterzele — Scheldewindeke
spinabifida@pandora.be

www.spinabifida.be

Brazil

Associagao de Espinha Bifida e Hidrocefalia do Rio de
Janeiro (AEBH)

Av. Prefeito Dulcidio Cardoso, 2500 - Bloco 1 - Apto 606
- Barra da Tijuca

22631 -051 Rio de Janeiro — R]

aebhrj@yahoo.com.br

www.aebh.org

Canada

Spina Bifida and Hydrocephalus Association of Canada
(SBHAC) / Association de spina-bifida et d’hydrocéphalie
du Canada (ASBHC)

428-167 Lombard Avenue

Winnipeg MB R3B OV3

info@sbhac.ca

www.sbhac.ca

Denmark
Rygmarvsbrokforeningen af 1988
Egebacksvej 28

8270 Hojbjerg
www.rygmarvsbrokforeningen.dk

Estonia

The Estonian MMC and HC Society
Tervise 28

13419 Tallinn

Finland

Suomen CP-liitto ry
Malmin Kauppatie 26
00700 Helsinki
www.cp-liitto.fi

France

Fédération Francaise des Associations du Spina Bifida
(FFASB)

La Rouere

31440 St Beat

+33 561794078

spinabifida.france@wanadoo.fr

Germany

Arbeitsgemeinschaft Spina Bifida und Hydrocephalus e.V.
Bundesverband (ASBH)

Miinsterstr. 13

D-44145 Dortmund

www.asbh.de

Guatemala

Asociacién Guatemalteca de Espina Bifida (AGEB)
9a avenida 46-63 zona 12

Monte Marfa 3, Ciudad de Guatemala

Ireland

Irish Association for Spina Bifida and Hydrocephalus
(IASBAH)

National Resource Centre, Old Nangor Road
Clondalkin, Dublin 22

www.iasbah.ie

Ital

Fed};:razione Associazioni Italiane Spina Bifida e Idrocefalo
(FAISBI)

Via Duomo n 20

29020 SETTIMA (PC)

www.faisbi.it

A.S.B.I Associazione Spina Bifida Italia
Via Duomo n 20
29020 SETTIMA (PC)

hetp://www.asbi.info

Japan
Spina Bifida Association of Japan
Otaku Nakarokugo 4-13-10-214
Tokyo




Luxembourg

Association pour le Spina Bifida a.s.b.l.
5 Chemin de Bousberg, Boite Postale 20
7763 Bissen

+352 8591 88

spina-bifida@pt.lu
www.iha.lu/spinabifida/index.html

The Netherlands

BOSK Work Group Spina Bifida & Hydrocephalus
Postbus 3359

3502 GJ Utrecht

www.bosk.nl

Norway
Ryggmargsbrokk- og hydrocephalusforeningen
Verkstedett, Bergsalleen 21

0854 Oslo
www.ryggmargsbrokk.org

Peru

Asociacion Peruana de Espina Bifida e Hidrocephalia
Arequipa (APEBHI)

Av Jorge Chavez 527

Cerado Arequipa

Asociacién de Espina Bifida e Hidrocefalia del Perti
(ASESBIH)Av. La Capilla 1151, Dpto. 301

Rimac, Lima 25

www.asesbihperu.org

Poland

Stowarzyszenie Chorych z Przepukling Oponowo-
Rdzeniowa R.P. (ASBP)

ul. Nalkowskich 301 a 20-470 Lublin

20-853 Lublin

www.spinabifida.w.interia.pl

Portugal

Associagao de Spina Bifida e Hidrocefalia de Portugal
(ASBIHP)

Rua Botelho de Vasconcelos, Lote 567 C/D
1900-637 Lisboa

asbihp@sapo.pt

www.asbihp.rcts.pt

Romania

Asociatfa Romana de Spina Bifida si Hydrocefalie
(ARSBH)

Strada Secuilor Nr. 7, Bloc B21, Sc. 3 Et. 2, Ap. 38
Sector 4, Bucharest

+40 21 3324272

diga_george@yahoo.com

Russia

Association of Spina Bifida and Hydrocephalus of St.
Petersbur

SPb. Stacl%ek prosp. 356

198097 St. Petersburg

spinabifida@mail.ru

Scotland

Scottish Spina Bifida Association (SSBA)

The Dan Young Building; 6 Carighalbert Way
Cumbernauld G68 0LS

www.ssba.org.uk

Slovakia

Slovenskd spolo¢nost’ pre Spina Bifida a/ alebo Hydroce-
falus, o. z.

SNP 14

911 04 Smolenice

www.sbah.sk

Spain

Federacién Espafiola de Asociaciones de Espina Bifida e
Hidrocefalia (FEBHI)

Calle Pechuan n° 14, local bajo

28002 Madrid

administracion@febhi.org

www.febhi.org

Associaci6 Catalana d’Espina Bifida i Hidrocefalia
(ACAEBH)

C/ Sorolla 10

08035 Barcelona

Sweden

Riksférbundet f6r Rérelsehindrade Barn och Ungdomar
(RBU)

Box 8026, S:t Eriksgatan 44, 4 tr

104 20 Stockholm

www.rbu.se

Switzerland

Schweizerische Vereinigung zugunsten von Personen mit
Spina Bifida und Hydrocephalus (SBH)

Geschaftsstelle SHB CH, Schulrain 3,

6276 Hohenrain
www.spina-hydro.ch

Turkey

Spina Bifida Dernegi

858 Sokak No: 9 Kat: 4/405, Paykoc ishani
35250 Konak / Izmir
www.spinabifida.org.tr

UK

Association for Spina Bifida and Hydrocephalus (ASBAH)
ASBAH House, 42 Park Road

Peterborough PE1 2 UQ

helpline@asbah.org

www.asbah.org

USA

Spina Bifida Association of America (SBAA)
4590 MacArthur Blvd., NW, Suite 250
Washington, DC 20007

sbaa@sbaa.org

www.sbaa.org
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Financial Results in 2007

Statement of the Auditor:

REPORT OF THE AUDITOR ON THE FINANCIAL STATEMENTS FOR THE YEAR ENDED 31-12-2007 AD-
DRESSED TO THE GENERAL MEETING OF “INTERNATIONAL FEDERATION FOR SPINA BIFIDA AND HY-
DROCEPHALUS”

(Cellebroersstraat 16 — 1000 Brussels)

In accordance with the assignment by the board of directors, we report to you on the performance of the audit
mandate which has been entrusted to us.

We have audited the financial statements for the year ended 31-12-2007, prepared under the responsibility of the
board of directors of the federation, which show a balance sheet total of
€ 318.257,53 and a loss for the year of € 41.476,73.

UNQUALIFIED AUDIT OPINION ON THE FINANCIAL STATEMENTS
Our audit was planned and performed to obtain reasonable assurance about whether the financial statements are
free of material misstatement.

Federation officials have responded clearly to our requests for explanations and information.

On a test basis, we have examined the justification for the amounts included in the annual accounts. We have
assessed the accounting policies, the significant accounting estimates made by the federation and the overall finan-
cial statement presentation.

We believe that our audit provides a reasonable basis for our opinion.

In our opinion, taking into account the legal and regulatory requirements applicable in Belgium, the financial
statements for the year ended 31/12/2007 give a true and fair view of the federation’s assets, liabilities, financial
position and results of operations.

ADDITIONAL CERTIFICATIONS AND INFORMATION
We supplement our report with the following certifications and information which do not modify our audit
opinion on the financial statements:

Without prejudice to formal aspects of minor importance, the accounting records were maintained in accordance
with the legal and regulatory requirements applicable in Belgium.

Otherwise, we do not have to report to you any transactions undertaken or decisions made in violation of the
bylaws or the articles of the Law on Non-Profit Organizations.

Lennik, March 25th 2008
BVBA De Nul & co
Auditor

Signed and represented by
Roger De Nul




Balance sheet at 31 December 2007 (in Euros)

Assets 31-Dec-07  31-Dec-06  Liabilities 31-Dec-07  31-Dec-06
[TANGIBLE ASSETS | 2.347.64] 3.008.48] [RESERVES | 264,608.40 ) 336,085.13 |
invastments 12,547 60 11,548 60 Funds of IF 336,085.13 32451353
Depreciations invesiments -10,730.95 -B,981.11 Profi-losses reported 0.00 0.00

Prafi-los bookyear 4147673 11,571.60
Cautions 530,78 530,74

[AMOUNTS PavABLE | 23,649.13) s2.774.72]
| AMOLUNTS RECENVABLE 42,776.58 22.792.58|

Supplisrs 2,046.37 37.4TO.06
Custumors 10,045.06 3,018.73 Knvoloes ko recieve 0.00 274322
Projects caerent accounts 800,00 6,412.45 Salary's to be paid 0.00 EBE.53
Divers to receive 1933.16 000 provision holiday fee 11,342.94 9,407.91
Donations KBS lo receive 0.00 12,224.07 Divers dabts (rent) 0.00 2 456.00
iF Child Help current account 20,998.37 1,137.34 Pusjasta ctman stisenia 9.085.82 " a0
| BANK & CASH ACCOUNTS | 270,032.34 | BG1,995.89 |

[TRANSIT ACCOUNTS | 00| 0.00]
Stocks 198,750.25 207 626.45
KB - accounts 12,832.52 507581  Frofsfor next year 000 0.00
KBC - accounts saving 57,869.16 149,293 63
Pay pal 580,41 0.00 C el
it ranafors 0.00 0oo  Jotal Liabilities 318,257 388,859
[TRANSIT ACCOUNTS | 3,100.96 g72.89)
Costs for next year 3,100.96 472,84
Total Assets 318,257 388,859

Historical Per i
storical I'e SpeCt vE 600,000
IF has quadrupled its size financially in the last eight years
500,000
400,000

300,000

200,000
—@— Income
—l— Costs

100,000

1999 2000 2001 2002 2003 2004 2005 2006 2007 2008
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Profit and Loss Statements (in Euros)

Costs
|Diverse costs 283,942.68 | [Depreciations | 1,749.84 |
Rent office 6,838.55 Deprecialtions 1.747.84
Energy 1,021.04

Office supplies 2,618.65 [Financial costs | 3.440.91 |
Publications - copy 2,262.05 Bank charges 312215
Documentation - books &79.81 Paymenl & change differences 210,50
Website 12,6469 .67 Change differences 127.86
Telephone - fax - rmail 2,659.52 _

Postal costs 17235  |Exceptlional costs | 2,048.73 |
Transporters 1.315.7% Exceplional costs 2.048.73
Membership fees 120,00

Fee transiater 46380  Total costs 423,516
Fee bookkeeper 2,422 .55

Fee auditor 1.603.25

Fee social secretary 111538 [ncome

:f;;f:;fﬂ' secretory ﬁ;ﬁ [Membership fees, donations & subsidies | 306,801.15
| 1.003.12 mMembership feas 6,040.00

IBUANCS L Donations - fundraising 3.662.25
Transport expenses 3436341 ' oner gronts 30,469.96
Official documents l“sml 547.74 Subsidies Dfﬂ'i&f.‘.' Morad 226,573,594
Represantation 7.920.81 Subsidies project SHIA 39,055.00
Medical materal projects 19.340.33 Subsidies project ofher 1.000.00
Salary's in projects 62.708.63

Training projects 28,215.00

Other expenses projects 46,231.10 I&mﬁﬂ;gw ot I “'ﬁ::g: |
Conferences - meefings 4723277 Diverse recuperation 69.540.78
[Salary 132,413.14 | [Financial income | 5.730.38 |
Gross sabary 85842 88 Financial products 3.563.38

13th month 3,313.52 Pﬂ".l'mﬂnt differences £2.83
Holiday fee ?.145.24 .

Transport home-work 27200  Change differences 210417
Forfait costs 3,350.00

Social charges 2538053 lotal Income 382,138
Provision holiday fee 1,935.03

Insurance personnel 72394 Net Result

41,476




Profit and Loss 2007 Memo by Mr. Teije Dijk, treasurer of IF Board of Directors; Mr. Pierre
Mertens, IF president and Mr. Lieven Bauwens, [F General Coordinator

The IF Board decided in the budget 2006 to invest 50,000 € in the financial stability of IF to achieve a sustainable
situation for IF’s future.

This explains the deficit of -41,476.73€. But it resulted in direct results for 2008. IF made the strategic choice not
to invest in a fundraising professional, but instead IF invested in content and existing contacts at the European
Commission and the Flour Fortification Initiative (FFI). IF made the basis for fundraising in Belgium by creating

IF Child Help and by achieving the official status for fiscal deduction of gifts.

The last years, there has been a constant increase in the demand in our projects in Africa (medical material, per-
sonnel, trainings, outreach clinics, operations ...) without a growing fundraising base. However, there have been
initiatives taken to increase the fundraising base:

1. Foundation of IF Child Help Belgium, resulting very recently in the tax deductibility status (Government deci-
sion taken 23 April 2008). IF Child Help can now start the process for Belgian and European fundraising for the
developing cooperation programs.

2. Cooperation with ASBAH on fundraising in UK started January 2008, addressing trusts and foundations spe-
cifically for Development Cooperation. Evaluation in a couple of months, ultimate goal: IF Child Help UK with
relations with the government.

3. Cooperation with Cure International on joint projects such as International Programme for Advanced Treat-
ment of Hydrocephalus (IPATH - training programme and centre in Kampala for Endoscopic Third Ventriculos-
tomy)

4. Cooperation with Handicap International towards a training project in Vietnam.

5. IF opened an Office in Kampala employing two staff members. IF got a free of charge office facilities in AVSI,
an Italian NGO

IF realized a lot in 2007. Investment of -41,476.73€ in core topics resulted in an increase in resources that seem
to be sustainable (125,000€ at the European Commission: at least three years, renewable; FFI: investment in
European coordination office hosted by IF). The investment did not affect the healthy financial situation of the

organization.

The projects in cooperation with RHF and RBU (NORAD and SHIA) are also sustainable for the coming 2 (or
more, in case of NORAD) years. This allows IF to raise funds in a more structured and less frantic way. More
confidently. Overhead is spread over more projects, alleviating the burden on the relatively small projects of de-
velopment cooperation.

Seen the efforts already pursued in 2008, the investment worked well. IF should further invest in development of
the own organization. More input in development of the development cooperation department is needed. And of
course all support is welcome.
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This publication is supported by the European Community Programme for Employment and Social Solidarity (2007-2013). This pro-
gramme was established to financially support the implementation of the objectives of the European Union in the employment and social
affairs area, as set out in the Social Agenda, and thereby contribute to the achievement of the Lisbon Strategy goals in these fields.

The seven-year Programme targets all stakeholders who can help shape the development of appropriate and effective employment and social
legislation and policies, across the EU-27, EFTA and EU candidate and pre-candidate countries.

To that effect, PROGRESS purports at:

- providing analysis and policy advice on employment, social solidarity and gender equality policy areas;

- monitoring and reporting on the implementation of EU legislation and policies in employment, social solidarity and gender equality
policy areas;

- promoting policy transfer, learning and support among Member States on EU objectives and priorities; and

- relaying the views of the stakeholders and society at large.

The information contained in this publication does not necessarily reflect the position or opinion of the European Commission.

European Commission
Directorate-General Employment, Social Affairs and Equal Opportunities

Integration of People with Disabilities - Unit G3




Patroness of IF is Her Imperial and Royal Highness Princess Astrid of Belgium

International Federation for Spina Bifida & Hydrocephalus
Consultative status special category, Economic and Social Council of the United Nations
Participatory status, Council of Europe.

Cellebroersstraat 16 - 1000 Brussels, Belgium

T: +32 (0) 2502 04 13 F: +32 (0) 2 502 11 29

E: info@ifglobal.org - www.ifglobal.org




