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Concentrati-va asupra bolii celiace

Boala celiaca

Boala celiaca este o tulburare sistemica autoimuna cauzata de ingestia glutenului si a
componentelor proteice conexe gasite in grau, secara si orz la indivizii predispusi genetic.
Este una dintre cele mai frecvente boli cronice la copii si adulti si afecteaza aproximativ 1% din
populatie in Europa. Cu toate acestea, multi pacienti raman nediagnosticati.

Boala celiaca este o tulburare complexa
puternic asociata cu haplotipuri HLA-
DQ2 sau DQ8, factori imunologici si de
mediu specifici. La pacientii cu boala
celiac ingestia de gluten declanseaza
leziuni cronice ale intestinului subtire.
Consecinta modificarilor morfologice
ale mucoasei intestinale este functia
sa afectata, cu simptome si semne de
malabsorbtie. Simptomele clinice carac-
teristice ale bolii, precum diareea si sin-
dromul de malabsorbtie, nu mai sunt cele
mai frecvente semen intalnite. Formele
atipice si tacute ale bolii devin din ce in
ce mai frecvente. Pe baza tabloului clinic,
pacientii celiaci pot fi impartiti in doua
grupuri: simptomatici si asimptomatici.
Boala celiaca simptomatica prezinta
simptome si semne gastrointestinale
sau/si extraintestinale. Termenul de boala
celiaca asimptomatica sau silentioasa
este utilizat pentru a se referi la pacientii
diagnosticati in baza modificarilor pato-
logice ale mucoasei in- testinale carac-
teristice maladiei date, desi unii pacienti
par a fi clinic asimptomatici. Diagnosticul
bolii celiace este suspectat in principal pe

baza tabloului clinic. Cu toate acestea, di-
agnosticul final la majoritatea pacientilor
se bazeaza intotdeauna pe prezenta unui
raspuns imun reversibil specific si pe de-
tectarea modificarilor histologice ale in
testinului subtire. In unele cazuri, diagnos-
ticul se poate face fara biopsie intestinala.
Este important ca pacientii sa nu inceapa
o dieta fara gluten inainte de confirma-
rea finala adiagnosticului. Singurul trata-
ment posibil al bolii celiace dupa confir-
marea maladiei este o dieta fara gluten
pe tot parcursul vietii, care imbunatateste
tabloul clinic, normalizeaza nivelul anti-
corpilor specifici si restabileste mucoasa
intestinala deteriorata. Urmarea unei
diete stricte este singura modalitate de
a preveni dezvoltarea efectelor grave pe
termen lung ale bolii celiace. Cel mai sem-
nificativ factor de risc pentru complicatiile
ce pot aparea in timp este respectarea in-
adecvata a dietei fara gluten.

Proteina de ovdz nu are legdturd cu

glutenul, dar uneori poate apdrea
contaminarea in timpul transportdrii

Aisbergul celiac este mare, reprezentand 1%
din populatia totald. Cu toate acesteq, doar o
micd parte din acesti pacienti este detectatd,
corespunzand varfului aisbergu-Iui.

Diverse date aratd cd doar 10% dintre paci-
enti sunt detectati din cauza prezentei simp-
tomelor, in timp ce 90% pot rdmdéne nedia-
gnosticati pentru o perioadd mai lungd de
timp.

Mdrimea pdrtii scufundate depinde foarte
mult de constientizarea pacientilor, de cu-
nostintele profesionistilor din domeniul sa-
ndtatii si de disponibilitatea unui instrument
fiabil de diagnostic.




Simptome
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CHESTIONAR - daca doresti
sa testezi cunostintele despre
boala celiaca, contacteaza
partenerul lider.

COMPLICATII

osteoporoza
| |
boli autoimune
| ]
dereglari
ginecologice
| |
dereglari
hematologice
| |
dereglari
neurologice
| |
dereglari psihice
| |

limfom malign al
intestinului subtire

malnutritie

deficit ponderal
distensie abdominala
statura joasa

anemie

defecte ale
smaltului dentar

unghii fragile
distensie abdominala
statura joasa

anemie fierodeficitara
edeme

afte

caderea parului

i

COPII

i

ADULTI

Semne

afte

pubertate intarziata
edeme

rahitism

artrite

hipertransaminazemie

neuropatie periferica
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Diagnosticul bolii celiace

A.

Serologie pozitiva la BC
indiferent de motiv

Masurarea in ser TGA-IgA total Stadiul initial
TGA-IgA negativ

TGA-IgA pozitiv
Referiti pacientul la GE (specialist in BC)

Stadiul initial

Revizuirea IgA total
IgA total scazut

Total IgA normal

la in consideratie riscul de serologie fals negativa
- cantitate mica si durata scurta, de incarcare alimentara cu gluten

Risc de rezultate fals negative .
Consultul gastroenterologului
(specialist in BC)

Figura 1. Abordarea diagnosticului de BC la copii si adolescenti — ingrijire initiald (A, B) (Husby si colab. J Pediatr Gastroenterol Nutr. 2020).
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Revedeti rezultatele anticorpilor initiali TGA-IgA.
Discutati caile de diagnostic cu familia

TGA-IgA

\Z
TGA-IgA positiv
\Z

Ingrijire specializata

Urmeaza C

Serologie discrepanta

TGA-IgA <10xULN

Considera TGA-IgA (ULN)
2
TGA-IgA 210xULN
%
Test pentru anti EMA (proba de sange separata)

v
EMA-IgA

Biopsie uite C

EMA-IgA negativ

N\
EMA positiv

BC CONFIRMATA

Risc pentru serologie fals negativa?

\Z

Considera determinarea HLA
N2

HLA-DQ2/DQ8 Risk
W posibil

HLA negativ HLA-DQ2/8 positiv
N2 v

Urmati si retestati un aport
normal de gluten, luati in
considerare biopsia

BC abs

IgG TGA, EMA sau DGP

Ingrijire specializata

Total IgA scazut
\%

Teste performante IgG (TGA, EMA, DGP)

v IgA positiv

N\
IgG test negativ

Biopsie uite C

la in considerare riscul serologiei fals negative

\'Z

Risk de seronegativitate falsa

\Z

Nu este risk

N2
BC abs



Ingrigire specializata

>4 bi sri a duod Ui Revizuirea calitatii si orientarii biopsiei.
= f°psa” aduodenu u! Consultati un morfohistopatolog cu experienta
=1 din mucoasa bulbului duodenal

BC confirmats Marsh 0 (normal) sau Marsh 1 (doar a crescut IEL) confirmat si serologie positiva.

Optiuni:
- Considera consultarea cu un expert in BC din centru specializat
- Considera fals positiv TGA sau testul pentru EMA (daca e positiva = BC potentiala)
‘ Considera teste aditionale (HLA, TGA depozitate, etc.)
- Supraveghere si retestare cu aport suficient de gluten
*la in considerare relevanta simptomelor

Figura 2. Abordarea diagnosticului de BC la copii si adolescenti —ingrijire specializatd (A, B, C) (Husby si colab. J Pediatr Gastroenterol Nutr.
2020)

Nota

1. Altele decat TGA-IgA, inclusiv testul la punctul de ingrijire primara (TPI) si DGP.

2. De asemenea, verificati valoarea in raport in cut-off si repetati testul, daca acesta este indoielnic sau la limitd. Nu este nevoie sa retestati
daca se face un test validat cu curba de calibrare. Examinati anti-tTG IgA conventional cu un test cantitativ, daca testarea la punctul de
ingrijire(TP1) cu TGA pozitiv nu a fost m&surat cantitativ.

3. Transmiteti mesajul ca diagnosticul bolii celiace, cu sau fara biopsie, confirma necesitatea unei diete fara gluten pe tot parcursul vietii si ca
reevaluarea dupa introducerea dietei ar necesita o expunere prelungita la gluten cu o serie de investigatii ulterioare.

4. Daca TGA IgA este pozitiv dar la limita, precdutati o dieta cu un aport suficient de gluten si luati in considerare retestarea TGA IgA si EMA.

5. Valori minimale pentru varsta respectivd sau <0,2 g/l la copiii cu varsta mai mare de 3 ani.

6. Exemplu. In dermatita herpetiforma serologia frecvent este negativa.

7. Limita numarului normal de celule T limfocitare IEL este > 25 celule/100 enterocite.
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Margreet Wessels, Departamentul de Pediatrie, Spitalul Rijnstate Arnhem, Olanda

Boala celiaca si aderarea la dieta

Boala celiaca este tratata cu o dieta fara gluten. Aceasta dieta restabileste mucoasa intestinala deteriorata siimbunatateste
simptomele la majoritatea pacientilor. Deoarece dieta trebuie urmata foarte strict si glutenulpoate fi prezent in multe
feluri de alimente si suplimente, trimiterea la un dietetician specializat in boala celiaca ar trebui organizata la confirmarea

Dieta fara gluten poate fi dificil de a fi urmata si aceasta poate
duce laconstrangeri sociale din cauza fricii de expunere la gluten
in afara familiei. Se stie ca aderenta la dieta difera de la un
pacient la altul, neconformitatea variind de la 25 la 50% lacopii
si adolescenti. Expunerea intentionata si neintentionata lagluten
poate avea multiple cauze.

Expunerea neintentionata la gluten se datoreaza in principal conta-
minarii incrucisate care are loc In timpul prepararii alimentelor
sauin timpul meselor cu alte persoane care mananca glutenin
acelasi timp. Se poate datora si etichetarii insuficiente aproduse-
lor alimentare sau citirii inadecvate a acestor etichete. Expunerea
intentionata la gluten este mai probabil sa aparala pacientii
carora le lipsesc simptomele atunci cand consuma gluten. Poa-
te aparea si in adolescenta, la presiunea colegilor si comporta-
mentul de risc cauzand transgresiuni alimentare. Se stie, de ase-
menea, ca tranzitia BC nediagnosticate din copilarie la maturitate
ducela o neconformitate crescuta, posibil din cauza lipsei ingriji-
rilor medicale necesare, deoarece multi pacienti se pierd in urma
monitorizarii.

La majoritatea pacientilor, respectarea dietei este evaluata in
timpul urmaririi de catre medicul lor sau dietetician. Opinia co-
muna este ca BC este cel mai bine evaluata daca este efectuata
o analiza dietetica cu specificarea cantitatilor utilizate de gluten
in combinatie cu teste cantitative de laborator care masoaraan-
ticorpii specifici catre BC. Se stie ca acesti anticorpi dispar
dacadieta fara gluten este mentinuta, de obicei durand 12-24 luni
pentru a disparea complet. Nu trebuie sa ne bazam doar pe

diagnosticului.

analize de sange, deoarece acestea nu sunt suficient de sensi-
bile pentrua detecta transgresiunile alimentare la copiii cu boa-
|3 celiaca. Au fost elaborate multe chestionare dietetice scurte in
locul analizeidietetice care consuma mult timp, dar, din pacate,
aceste chestionare scurte nu detecteaza toate transgresiunile.
Un nouinstrument promitator este detectarea peptidelor imu-
nogene gliadine (asa-numitele GIP). Daca este ingerat, glute-
nul este excretat prin scaun sau urind, care poate fi masurat.
GlIP-urilear putea fi utile, de exemplu, la pacientii cu anticorpi
celiac cu titruri in scadere, dar totusi pozitivi dupa 2 ani sau la
pacientii care isi pun la indoiala propria dietd sau mai au inca
plangeri, chiar daca respecta dieta fara gluten. Cu toate acestea,
indiferent daca GIP-urile vor fi sau nu utilizate, in practica zilni-
ca precizarea diagnosticului depinde de mai multe informatii,
inclusiv de relatia dintre cantitatea si timpul glutenului ingerat
si cel excretat in scaun/urina.




Maria Luisa Mearin, Departamentul de Pediatrie, Centrul Medical al Universitdtii Leiden, Leiden, Olanda

Prevenirea secundara a bolii celiace prin

diagnostic precoce

Boala celiaca este o tulburare frecventa. Datele cercetarilor arata
ca aproximativ un procent din populatia generala are boala
celiaca. Aceasta inseamna ca, numai in Uniunea Europeang,
celputin 5 milioane de persoane sufera de boala celiaca. Cu
toate acestea, acest lucru nu se reflecta in statisticile privind
numarulde diagnostice. Datele epidemiologice indica faptul
ca pentru fiecare copil diagnosticat cu boala celiaca exista
cel putin saptenediagnosticate. In plus, diagnosticul de boald
celiaca este adesea pus prea tarziu si multi pacienti raporteaza
o intarziere adiagnosticului care poate dura ani de zile. Toate
acestea duc laun numar mare de persoane cu boala celiaca
nediagnosticata si, astfel, netratata.

Boala celiaca netratata duce la probleme grave de sanatate.
Acest lucru a fost demonstrat, printre alte studii, in analiza
datelor de la copiii de sase ani din populatia generala, care
participa la proiectul ,Generatia Rotterdam”. Boala celiaca
nediagnosticata si, prin urmare, netratata, la acesti copii a dus
la osteopenie, intarziere a cresterii, probleme emotionale si
tulburari de atentiesi comportament. La femeile gravide, boala
celiaca nediagnosticata a dus la cresterea fetald intarziata si la
greutatea mica a nou-nascutului.

De ce este ratat diagnosticul de boala celiaca?

Problema ratarii diagnosticului este ca pacientii celiaci vin
la medic cu o gama larga de simptome si semne diferite.
Tabloul clinic al bolii celiace este foarte variabil si adesea dificil
de recunoscut. In primul rand, simptomele prezentate pot fi
gastro-intestinale, cum ar fi durerea abdominala cronica sau

diareea, abdomenul distins, pierderea in greutate, iar la copii,
cresterea slaba. In al doilea rand, boala se poate manifesta
prin simptome extra- abdominale, de exemplu, cu dureri
articulare, tulburari neuro- logice, osteoporoza sau anemie. in
al treilea rand, exista pacienti care au simptome nespecifice,
cum ar fi oboseala cronica. Mai mult, boala celiaca poate fi
asimptomatica. Pe scurt, stabilirea unui diagnostic clinic al bolii
celiace nu este usoara, iar medicii trebuie sa fie constienti de
multiplele simptome si semne care pot fi asociate cu aceasta.

Diagnosticul bolii celiace: biomarkeri serologici si teste de
sange

Prezenta anticorpilor specifici in sange si ser a persoanelor cu
boala celiaca, cum ar fi anticorpii impotriva enzimei tesutului-
transglutaminaza (testul TGA) si impotriva endomisiei (testul
EMA) face posibil diagnosticul prin teste de laborator neinvazive.
Fiabilitatea ambelor teste este foarte mare, iar nivelurile
deTGA egale sau mai mari de 10 ori fata de limita superioara
a nivelurilor normale coreleaza cu modificari severe ale
mucoasei intestinului subtire.

Testele rapide de screening effectuate la punctul de ingrijire
ofera o modalitate promitatoare de a determina rapid anti-tTG
IgA si eficient, cu toate acestea ele nu ar trebui sa inlocuiasca
testele serologice fiabile. Cu aceste teste rapide, un medic
poate determina cu mare proba-bilitate daca cineva are boala
celiaca intr-o picatura de sange inaproximativ 10 minute, fara
testare speciala in laborator. Aceste teste rapide deschid astfel



posibilitatea detectarii si tratamentului precoce a bolii celiace
la scara larga, chiar si in grupuri mai mari de populatie. Adica
posibilitatea prevenirii secundare a bolii celiaceprin detectarea
si tratarea acesteia in stadii incipiente.

Prevenirea secundara prin screeningul populatiei generale

Cea mai eficienta forma de prevenire secundara este screeningul
general al populatiei. Cu toate acestea, screening-ul populati-
ei impune conditii foarte stricte, asa-numitele criterii Wilson si
Jungner. In plus, dovezile stiintifice cu privire la rentabilitatea
unui astfel de screening si la acceptarea acestuia de catre po-
pulatie sunt insuficiente. Din acest motiv, un grup de cerceta-
re din Olanda a inceput proiectul GLUTENSCREEN —screening
pentru boala celiaca in centrele de ingrijire preventiva pentru
copii din Olanda. Intentia a fost de a stabili un mini-screening
pentru boala celiaca la populatia generala a copiilor cu varsta
cuprinsa intre 1 si 4 ani in regiunea Kennemerland din Olanda
de Nord. Cu toate acestea, proiectul nu a fost aprobat de Co-
mitetul de Etica al Centrului Medical al Universitatii Leiden si
nici de Comitetul National de Cercetare Umana. Argumentele
mentionate s-au bazat pe faptul ca intr-o populatie generala
sunt depistate si cazuri celiace asimptomatice. Potrivit Comite-
telor de Etica, acest grup de oameni reprezinta o problema eti-
ca. La subiectii asimptomatici diagnosticati prin screening, nu
ar exista un echilibru intre beneficiile asteptate pentru sana-
tate dupa tratament si dezavantajul de a sti ca sunt afectati de o
boala cronica. Cu toate acestea, Comitetul de Etica al Centrului
Medical al Universitatii Leiden a considerat ca exista suficien-
te dovezi stiintifice pentru a aproba depistarea precoce a bolii
celiace la copiii simptomatici nediagnosticati, adica un proiect
de ,identificare a cazurilor”, in loc de screening.

»ldentificarea cazurilor” ca alternativa la screening-ul pentru
prevenirea secundara a bolii celiace

Proiectul original a fost adaptat la GLUTENSCREEN actual (www.
glutenscreen.nl). Tn GLUTENSCREEN, parintii si copiii cu varsta

cuprinsa intre 12 luni si 4 ani care viziteaza un centru de ingri-
jire preventiva pentru copii din regiunea Kennemerland sunt
invitati sa participle la testare. Participarea este simpla: parin-
tii raspundla zece intrebari despre simptomele legate de boala
celiaca. Daca copilul are unul sau mai multe dintre simptome,
la primirea acordului parintilor, se
face un test rapid pentru boala ce-
liacd. Tn cazul in care testul este / ‘
anormal, copilul este trimis la
Centrul Medical al Universitatii
Leiden pentru un diagnostic de-

finitiv, In conformitate cu liniile

directoare oficiale.

Implementarea proiectuluiGLU-
TENSCREEN este
peste asteptari. De
la Tnceputul sau, din
februarie 2019 pana
in noiembrie 2020 (cu
intreruperea a 5 luni din cau-
za pandemiei COVID-19), testul
rapid la boala celiaca a
fost efectuat la 923
de copii. Rata de de-
tectare asteptata a
fost de 1% din cazu-
rile celiace, dar rezul-
tatele preliminare arata
detectia de 2%. Scopul
acestui proiect este de a
demonstra ca aceasta for-
ma de prevenire secundara

a bolii celiac este fezabila, efi-
cienta, rentabila si bine acceptata
depopulatie.



Alte afectiuni medicale legate

de gluten

Alergie la grau

Graul este unul dintre cei mai frecventi alergeni, iar alergia
la grau este un raspuns imun nedorit la proteinele din grau
(albuming, globulina, gliadina si gluteninad) care are ca rezultat
dezvoltarea simptomelor respiratorii sau gastro-intestinale sau
uneori chiar reactii sistemice. Incidenta alergiei dovedite la grau
este estimata la aproximativ 0,4-9%.

Alergia la grau este o afectiune diferita de boala celiaca. Alergia
la gluten este de fapt alergie la grau, deoarece este o proteina
specifica graului. Daca o persoana alergica la grau mananca
alimente care contin gluten, pot urma urmatoarele reactii:

* reactie cu debut rapid: urticarie (urticarie), angioedem (umflarea
fetei), dificultati de respiratie, greata si dureri abdominale sau, in
unele cazuri, anafilaxie — reactie care pune viata in pericol

* reactii tardive care apar dupa 24 de ore de ingestie (simptome
digestive, modificari ale pielii).

Alergia la grau este tratata evitand graul in dieta.

Sensibilitate non-celiaca la gluten

Tn ultimul timp, a devenit clar c3, pe langd pacientii cu boald
celiaca si alergie la grau, exista si oameni care reactioneazala
gluten fara mecanisme alergice sau autoimune dovedite. Aceasta
afectiune este denumita in general hipersensibilitate non-celiaca
la gluten sau pur sisimplu hipersensibilitate/ intoleranta la gluten.
S-a estimat ca frecventa acestei tulburariin populatia generala
este de 0,63-6%.

Din punct de vedere clinic, boala poate semana cu boala celiaca
sau alergia la grau si poate prezenta o serie de simptome intesti-
nale (diaree, dureri abdominale, balonare etc.) si/sau extraintesti-
nale (slabiciune, dureri de cap etc) care apar la scurt timp dupa
ingestia de alimente cu gluten si se poate ameliora la introdu-
cerea unei diete fara gluten. Nu exista un test specific pentru a
diagnostica intoleranta la gluten, iar diagnosticul se face prin pro-
vocare dublu-orb controlata cu placebo dupa excluderea atat a
bolii celiace, cat si a alergiei la grau.



Definitie

Simptome
gastrointestinale

Simptome

extraintesti-
nale

Diagnostic

Prezenta auto-

anticorpilor

Biopsia intes-

tinului subtire

Tratament

Boala genetica, autoimuna pe tot
parcursul vietii; aportul de gluten duce la
deteriorarea mucoasei intestinului subtire

Diaree, balonare, dureri abdominale

Scadere in greutate, crestere intarziata,
artrita, osteoporoza, dermatita,
deteriorarea smaltului dintilor, afte
recurente, amenoree, infertilitate, dureri
articulare, tulburari neurologice

Tablou clinic

Testele serologice (IgA total si TGA)

Biopsia intestinului subtire

Afectarea tipica a mucoasei intestinului
subtire

O dieta stricta fara gluten pe tot parcursul
vietii

Intoleranta la gluten sau la o alta
componenta a graului care nu
provoaca un raspuns autoimun
specific si nu provoaca leziuni
evidente mucoasei intestinului
subtire

Diaree, balonare, dureri
abdominale

Obosealg, tulburari neurologice,
minte cetoasa, dureri articulare

Excluderea bolii celiace si
a alergiei la grau

Nu

NU exista daune evidente ale
mucoasei intestinului subtire

Dieta fara gluten si dieta fara
grau (gradul de sensibilitate este
individual)

Alergie la grau

Raspuns imun la una sau mai multe
proteine din cereale (poate fi gluten)

Greatd, varsaturi, diaree, balonare,
iritare a gurii si gatului

Eruptie cutanata, congestie nazala,
iritatie a ochilor, dificultati de
respiratie

Testele intepaturii pielii
Testarea plasturilor (Patch-tests)

Teste pentru determinarea
concentratiei de imunoglobulind E
specifica

Provocare alimentara

Nu

NU exista leziuni evidente ale mucoasei
intestinului subtire

Dieta stricta fara gluten

Sursa: CeliVita — Trairea cu boala celiaca si Spitalul de Copii din Zagreb.



Glosar

Anemie - o afectiune in care nivelurilede
hemoglobina (Hb) din sange sunt maimici
decat in mod normal. Unul dintre cele mai
frecvente tipuri de anemie este anemia cu
deficit de fier (fierul este nece sar pentru
sinteza Hb).

Anticorpi — molecule proteice capabile sa
efectueze anumite reactii, care de obicei au
o functie de protectie.

Anticorpi impotriva transglutaminazei
tisulare (TGA) - anticorpi (de obicei clasa
IgA) directionati impotriva enzimei trans-
glutaminazei tisulare. Acesti anticorpisunt
de obicei prezenti in sangele pacientilor cu
boala celiaca in faza activa a bolii.

Anticorpi antiendomisiali (EMA) - anti-
corpi (de obicei clasa IgA) directionati im-
potriva tesutului endomizial. Acesti anti-
corpi sunt prezenti de obicei in sangele
pacientilor cu boala celiaca in faza activa a
bolii.

Anticorpii antigliadin (AGA) - anticorpi
(clasa IgA si IgG) directionati impotriva
gliadinei. Acesti anticorpi pot fi prezenti in
sangele pacientilor cu boala celiaca in faza
activa a bolii. In comparatie cu TGA si EMA,
specificitatea lor este mult mai mica.

Biopsie - indepartarea unei probe de te-

sut pentru a o examina intr-o varietate de
moduri.

Anticorpi peptidici gliadinici deamidati
(dGP Ab) - anticorpi (de obicei clasa IgA)
directionati impotriva peptidei gliadinei
deamidate. Acesti anticorpi sunt prezenti
de obicei in sangele pacientilor cu boala
celiaca in faza activa a bolii.

Dermatita herpetiformda - o afectiune
a pielii caracterizata prin mancarime pe
piele care apare in locatii tipice (de exem-
plu, coatele si genunchii). Este una dintre
posibilele manifestari clinice ale bolii ce-
liace.

Dieta fara gluten - singura modalitate de
a trata boala celiaca. O dieta stricta implica
evitarea completa a graului, orzului, secarei
si, la unii pacienti cu boala celiaca, chiar
ovazului.

Grup cu risc mai ridicat - un grup de
persoane din comunitate cu un risc mai
mare decat se astepta de a dezvolta o
anumita boala, care poate fi definit pe
un parametru masurabil (de exemplu, un
defect genetic mostenit, atribut fizic, obi-
cei de viata etc.)

Sistem HLA - un complex de gene lo-
calizate pe cromozomul sase, care sunt
responsabile pentru sinteza proteinelor.
Proteinele joaca un rol crucial in reactia
imunologica.

IgA - o subclasa de anticorpi (sau imu-
noglobuline), care se gaseste in secretiile

de sadnge si mucoase. In caz de deficit de
IgA, boala celiaca este mai frecventa.

Limfocite intraepiteliale - limfocite res-
ponsabile de protectia imunologica, ga-
site intre celulele epiteliale pe suprafata
mucoasei intestinale.

Lactoza - zahar din lapte compus dintr-o
molecula de glucoza si o moleculd de
galactoza. Intoleranta la lactoza este frec-
venta in boala celiaca si poate disparea
complet atunci cand se adopta o dieta fara
gluten.

Malabsorbtie - absorbtia redusd a nu-
trientilor ca o consecinta a deficitului de
enzime digestive sau a captuselii intesti-
nale deteriorate.

Markeri serologici — anticorpi, care pot
fi detectati in sange. Prezenta lor repre-
zinta un element de diagnostic valoros in
depistarea bolii celiace.

Villi — structuri anatomice in forma de
,degete de manusa” tipice pentru o cap-

tuseald intestinala normala.

Atrofia vilelor - un defect patologic al
mucoasei intestinale. Vilile devin mai
scurte sau chiar complet aplatizate (incazul
atrofiei complete).



Istorii ale pacientilor

Ziua in care fiica noastra cea mare a fost diagnosticata cu
boala celiaca a fost una dintre cele mai fericite zile pentru fa-
milia noastra. Diagnosticul ,boala celiacd” se numara printre
suspiciunile medicilor pentru cea mai buna si cea mai putin
daunatoare boala. Ne-am bucurat ca maratonul de la un doc-
tor la altul s-a terminat si ca am identificat in cele din urma
ce nu era in regula si cum o putem ajuta pe fiica noastra sa
trdiascad si sa se dezvolte intr-o femeie sandtoasa si fericita.
Problemele de sanatate ale fiicei noastre nu s-au dezvoltat
peste noapte ca o deteriorare rapida a starii sale de sanatate.
Modificarile au fost foarte treptate, dar inca neobservate. De la
varsta frageda de doi ani, ea a slabit imunitatea (o hipogamma-
globulinemie) si era mai predispusa la infectii, de aceea a fost
gestionata de specialisti intr-un ambulatoriu pentru alergii.
Pentru a evita bolile, ea nu a participat la ingrijiri organizate
(gradinita). Cumva fata noastra fericita, dar linistita, a devenit si
mai obositd si fara pofta de mancare dupa tratamentul ultimei
sale infectii. Dupa consultarea medicului pediatru, am facut un
control al hemogramei, care a fost bine. Probleme cu di- aree,
stare generala de rau, durere, constipatie sau varsaturi au fost
absente. Am vizitat cabinetul medicului pediatru de mai multe
ori pe luna cu fiica mea plina de oboseala si obositoare. Nimeni
nu s-a gandit la boala celiaca, nu am fost directionati catre un
specialist — un gastroenterolog. Intrucat am fost binecuvantati
cu un nou membru al familiei, ne-am gandit ca poate este
lipsa de acceptare a fratelui ei si am vizitat si un psiholog. Tn
timpul sarbatorilor, speram sa se imbunatateasca starea ei de
sanatate; cu toate acestea, ea slabea rapid si starea ei generala
de sanatate era intr-o stare proasta. Din fericire, amavut curand




o intalnire la alergolog, care ne-a trimis la
sectia de gastroenterologie. Diagnosticul
de boala celiaca a fost con- firmat dupa 10
zile. Fata noastra, pacientdcu boala celiaca
pe odietastricta fara gluten, cresteacumsi
se dezvoltd intr-o fatd sanatoasa si fericita.
In curand, sora si tatdl ei, de asemenea
pacienti cu celiaci, is-au alaturat in dieta
fara gluten.

ISTORIA LUI
IGORS DIN SLOVENIA

,In apdrarea prietenului meu expert,
testul meu celiac a fost raportat in mod
repetat ca fiind negativ”

Am fost diagnosticat cu boala celiaca la
varsta de 44 de ani. De multi ani, am avut
numeroase simptome tipice bolii ce-

liace, de la dureri abdominale insuporta-
bile, diaree, balonare constanta, anemie,
oboseala si infectii tot timpul. Deoarece
am diabet insulino-dependent de treize-
ci de ani, acest diagnostic al bolii celiace
ar trebui sa fie putin mai asteptat. Starea
ma privea in fata, pur si simplu nu am
vazut-o. Deoarece sunt un pediatru care
stie despre simptome, ar fi trebuit sa le
rezolv mai devreme. In plus, cunosc cativa
experti eminenti, care trateaza boala in
activitatea lor zilnica. Cu cativa ani inainte
de diagnosticul meu, calatoream la un
congres gastroenterologic cu un coleg
expert in domeniul bolii celiace. Am suf-
erit de dureri severe, crampe, balonari si
diaree, in special atunci cand am mancat
un mic dejun bun cu chifle proaspete,
dar nu am vazut evident. In ap&rarea pri-
etenului meu expert, testul meu celiac
a fost raportat in mod repetat ca fiind
negativ. Ulterior, s-au dezvoltat probleme
suplimentare. Amandoua gleznele mele
erau umflate, anemia mea severa si su-
plimentele de fier nu au ajutat. Apoi, un
alt coleg de-al meu m-a salvat si a pus
diagnosticul. Testele mele serologice au
fost negative inainte, deoarece am si un
deficit de IgA. Acum, iau o dieta fara glu-
ten, sunt cu 15 kg mai greu decat atun-
ci cand am inceput. Ma simt bine, fara
probleme medicale. Este greu cand trec
pe langa brutarie si totusi exista un miros
delicios de paine proaspata la cuptor. De
asemenea, este greu cand sunt la hotel,

unde iau micul dejun cu 15 tipuri de paine
delicioasa si chifle.

Citirea etichetelor poate fi dificila, mai ales
daca avetinevoie de ochelari pen- tru litere
mici ca mine. Cu toate aces-tea, merita.
Am acceptat diagnosticul de boala
celiaca relativ usor si acum sunt obisnuit
cu starea mea cronica. Acest lucru este, de
asemenea, probabil adevarat, deoarece
sanatatea mea este incomparabila cu cea
de acum cinciani.Tmifac propria painefara
gluten. Mi-e dorde o gogosa ocazionala
pentru carnaval si mi-e dor de tortul cu
smantana Bled.in zilele noastre, existd o
varietate maibuna de produse fara gluten
disponibile pe piata. Din pacate, produsele
fara glu- ten sunt relativ scumpe, ceea ce
poate fi o mare problema.

«Starea ma
privea in fata,

pur sisimplu nu
am vazut-o.»







ISTORIA MARINAS DIN CROATIA

Am fost diagnosticat cu boala celiaca la
30 de ani si pot spune ca a fost una din-
tre cele mai fericite zile din viata mea.
Daca va intrebati de ce, continuati sa
ci- titi pentru a va prezenta acea boald
ce- liaca linistita, schimbatoare, coconata
si mai presus de toate dureroasa! De cat
imi amintesc, ascult povestile parintilor

mei despre cum pana la varsta de 7 ani
Nnu mai aveam pofta de mancare si sin-
gurul lucru pe care as manca-| era fruc-
te. In acea perioads a vietii mele, In timp
ce alergam neglijent cu prietenii, am
lesinat, iar in spital am fost diagnosticat
ulterior cu epilepsie. Mi s-au administrat
medicamente antiepileptice pentru a
mentine boala sub control. Imi amintesc
si durerea de la nivelul membrelor infe-

rioare. Explicatia medicului a fost ca am
crescut rapid si ca a fost complet normal.
Problema era ca durerea era atat de pu-
ternica incat nu puteam dormi noaptea.
Faceam multe sporturi si eram foarte ac-
tiv, aproape hiperactiv. Nu a fost o luna pe
parcursul anului in care nu aveam afte in
gura, imi pierdeam parul si, dupa nastere,
aveam schimbari de dispozitie enorme si
lipsa de concentrare. Revolutie cauzata
de testele genetice pentru boala celiaca.
Cea mai mare problema a fost durerea
de picioare pe care o experimentam. In
varsta de douazeci de ani, am implorat
literalmente medicii sa gdseasca cauza
durerii si a slabiciunii pe care o traiam
zilnic. Durerea devenea din ce in ce mai
puternica, genunchii imi tremurau, abia
puteam sa urc scarile, chiar si mersul pe
jos era obositor. Uneori, pur si simplu nu
puteam sa ma dau jos din pat, chiar daca
bebelusul meu plangea avand nevoie de
mama lui. Toate spitalele si examenele
medicale nu au putut determina natu-
ra problemei mele. Mi s-a spus sa verific
la o clinica din SUA pentru a-mi Tmbu-
natati starea de sanatate. Am decis sa
raman curajoasa si sa cred ca sunt sufi-
cient de tanar pentru a trece prin toate,
chiar si prin acea perioada a vietii mele,
cand luam analgezice zilnic doar pentru
a trece peste zi. De asemenea, am decis
sa ignor complet comentariile priete-
nilor si colegilor mei cd poate sufeream
de sclerozd multipla. Tn al doilea deceniu
al vietii mele am nascut doi copii, ambii

diagnosticati cu boald celiaca (in copila-
rie).In timp ce testarea geneticd pentru
boala celiaca era inexistenta in tara mea
in acel moment, eu si sotul meu am fost
supusi testarii anticorpilor specifici bolii
celiace pentru a descoperi poate boala
celiaca, dar amandoi am fost negativi.
Intr-o zi am primit o invitatie pentru tes-
tarea genetica pe care am acceptat-o cu
placere in speranta de a gasi raspunsuri
la intrebarile noastre. Rezultatele mele
au fost pozitive (a fost stabilita prezenta
HLA-DQ2 si DQ8). Am repetat serologia,
care a fost de asemenea pozitiva in acest
moment, precum si biopsia intestinului
subtire, pentru a incheia intreaga po-
veste. Am inceput imediat cu dieta fara
gluten. Anticorpii au scazut de-a lungul
anilor. Durerea a inceput sa se estompe-
ze incet. La doar 5 ani de la dieta stricta si
persistenta fara gluten, rezultatele mele
au fost negative. Atatia ani mi-am trait
durerea, am primit un diagnostic gresit
si am luat o terapie gresita. Dupa ce am
inceput dieta fara gluten, durerea din
muschii si articulatile mele a disparut,
impreuna cu sangerari menstruale lungi
si dureroase si afte. In cele din urm3, am
fost suficient de calma pentru a-mi conti-
nua viata. Dieta mea consta din alimente,
care nu contin gluten in mod natural, iar
misiunea mea a devenit sa ridic calitatea
vietii persoanelor care sufera de boala
celiaca! Tn cele din urma, as dori sa spun
ca boala celiaca nu a fost considerata nici
mdcar o posibilitate la populatia adulta






la sfarsitul ultimului secol si la Tnceputul
acestui secol, daca nu s-a manifestat cu
simptome clare: dureri de stomac, diaree,
varsaturi. Astazi, pot spune ca testarea
genetica a contribuit mult la descoperi-
rea bolii celiace la membrii familiei si la
primele rude ale bolnavului, precum si
la multe persoane a caror boala celiaca
era complet asimptomatica.Nu putem
renunta la educarea pacientilor si a per-
sonalului medical si la cresterea gradului
de constientizare cu privire la boala celia-
ca ca o epidemie linistita care duce mult
mai multe boli si stari slabe ale organis-
mului nostru.

MAMA DIN UNGARIA

Am un fiu si o fiica. Fiul meu avea 11 ani,
cand antrenorul sau de inot a sugerat sa-I
duca la medic. Mi-a spus ca baiatul meu
functioneaza bine, dar totusi, muschii lui
Nnu cresc, iar rezultatele sale nu sunt mai

,Un antrenor
de inot a

sugerat sq-/
duc pe fiul meu
la medic”.

bune. Nu avea simptome gastro- intesti-
nale. Am fost la un gastroenterolog pedi-
atric si foarte curand a devenit clar ca fiul
meu are boala celiacd. Am inceput dieta
fara gluten si rezultatele au fost spectacu-
loase: in urmatorii doi ani a castigat 15 cm,
14 kg si a castigat cateva trofee la compe-
titiile de inot!

La screening-ul familial, fiica mea s-a do-
vedit, de asemenea, pozitiva: nu a prezen-
tat nici simptome, ci doar o sideropenie
foarte usoara. In calitate de frate si sorg,
s-au inteles intotdeauna foarte bine si, de
asemenea, ,impartdsesc” experienta bolii
celiace impreuna. Nu am avut niciodata
probleme cu dieta.

Astazi, copiii mei au 16 si 18 ani si potges-
tiona singuri cumparaturile si gatitul fara
gluten. Inutil sa spun ca sunt foarte man-
dru de amandoi.

CRISTINA, PEDIATRU
DIN GRAZ

Eu insumi sunt pediatru —si cu aniinurma,
cand am vazut cumnata mea, care este
ceva mai tdnara decat mine, m-am gandit
,oh, cat de palida si iritata ara-ta pielea
ei, cu siguranta are prea mult stres sisomn
insuficient”, si am rezervat un weekend
spa pentru ca ea sa o rasfe- te cu niste
tratamente de infrumusetare scumpe.
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,Plelea palida
si, crapata "ar
putea fi un

semn al bolii
celiace”.

Cu toate acestea, inainte de a se indrepta
spre minunatul centru spa, si-a vazut me-
dicul care a diagnosticat anemie cu defi-
cit de fier substantial si a trimis-o in fata
pentru endoscopie: boala celiaca a fost di-
agnosticata chiar atunci!

La scurt timp dupa aceea, rudelor ei de
gradul | s-au facut analize de sange si un
frate s-a dovedit a fi pozitiv. Suferise ani de
zile de ,sindromul intestinului iritabil”!

De aceea, va rugam sa va amintiti: pielea
palida si ,crapatd” ar putea fi nu numai
un semn al unei vieti stresante, ci poate fi
si consecinta deficitului de fier, un semn
important al bolii celiace!

Cu o dieta fara gluten, cumnata mea are in
sfarsit o piele minunata. Si acum vrea sa ia
acele tratamente spa pe care le-am oferit.






ISTORIA PACIENTULUI DIN
SERBIA

Mihajlo a fost diagnosticat pentru prima
Mihajlo a fost diagnosticat pentru prima
data cu boala celiaca la varsta de cinci
ani. Dupa aproximativ douazeci de zile de
diaree, a fost trimis la un gastroenterolog.
Pe baza simptomelor sale, medicul a sus-
pectat imediat boala celiaca si a ordonat
un test pentru anticorpi, care defapt erau
foarte mari. De asemenea, s-a efectuat en-
doscopia care a confirmat ca este cu sigu-
ranta un caz de boala celiaca.

Deoarece boala celiaca este predispusa
genetic, medicul a trimis alti membri ai fa-
miliei pentru analiza — sora, mama si tatal
lui Mihajlo. Rezultatele au aratat ca mama
a fost purtdtoarea genei, ceea ce creste
riscul de a dezvolta boala celiaca, in timp
ce tatdl si sora nu au purtat acea gena.
Dupa o analiza ulterioara, mameii s-a dia-
gnosticat si boala celiaca. A fost surprinsg,

»2Astazi, Mihajlo
si mama sa

sunt experti in
mentinerea unei
diete fara gluten®.

deoarece, in afara de a avea intotdeauna
anemie, credea ca este sanatoasa. Ea nu
a considerat anemia pe termen lung ca
o problema grava de sanatate. Spre deo-
sebire de mama sa, Mihajlo a avut multe
probleme inainte dea fi diagnosticat. Era
lipsit de energie si fara energie, facea pu-
tine progrese, cantarea 15 kg incepand cu
al treilea an, era cu capul mai scund decat
colegii sai si avea astm.

Toate acestea s-au schimbat dupa dia-
gnosticul si eliminarea glutenului din die-
ta lor. Cu toate acestea, nu a fost usor.
Singurul sfat pe care I-au primit de la me-
dici a fost sa nu manance gluten si li s-a
dat o scurta brosura despre boala celiaca.
Trebuiau sa afle singuri ce sa manance,
ce alimente sa cumpere si cum sa ma-
nance corect. Din fericire, au aflat despre
Asociatia Pacientilor cu Boala Celiaca,
unde au primit un mare ajutor si sfaturi
practice pentru dificultatile vietii de zi cu
zi. Mihajlo a trebuit mult sa-si revina. Anti-
corpii au scazut rapid, dar valorile fierului
au revenit la normal doar dupa doi ani.
Astazi, Mihajlo si mama sa sunt experti in
mentinerea unei diete fara gluten. Si cel
mai important — sunt sanatosi.

ISTORIA ANNEI _
(REPUBLICA CEHA)

Fiica mea Anna a fost diagnosticata cu
boald celiaca in octombrie 2020, cu doua
luniinainte de a zecea zi de nastere. M-am
simtit disperat, dandu-mi seama ca pro-
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Nu mi-a trecut
niciodata prin
cap ca fiica

mea ar putea
suferi de boala
celiaca’.

babil a suferit de boala de cand sa nascut
si ca niciunul dintre medicii care au va-
zut-o In ultimii zece ani, inclusivun numar
destul de mare de gastroenterologi, nu
si-a putut identifica vreodata problema
de sandatate. Desi simptomele pe care le-a
avut i-au putut da medicilor ideea, nimeni
nu s-a gandit la boala celiaca.

Cand m-am plans la medicul pediatru ca
nu-mi placea aspectul scaunelor Anei, de
culoare deschisa, uneori verzui, cu mucus
si reziduuri de alimente nedigerate, mi-a
fluturat-o. Ea a sustinut ca a fost doar o
digestie lenta. Paloarea vizibila a fiicei
mele |-a facut pe medic sa verifice daca
existd o anemie, dar asta a fost tot.

Tn mod similar, nimeni nu i-a observat ab-
domenul distins chiar si atunci cand era
copil. Fusese diagnosticata cu tonus mus-
cular scazut si i s-a aplicat terapie Vojta,
dar nimeni nu a cautat starea de baza.






Chiar si pentru gastroenterologul pedia-
tric pe care 1l vedeam, boala celiaca a fost
complet nefocalizata, chiar si atunci cand
i-a examinat scaunele pentru a detecta
prezenta agentilor patogeni.

Anna a avut adesea sughituri ca un nou-
nascut, apoi a eructat si a respiratie urat
mirositoare, mai ales dupa ce s-a trezit si,
in cele din urma, a fost diagnosticat re-
fluxul gastroesofagian (GER) la varsta de
noud ani. Cu toate acestea, nimeni nu a
investigat daca aceasta problema se da-
toreaza bolii celiace, care se intampla ade-
sea.

Boala celiaca a fost identificata intampla-
tor. Am cautat un nou gastroenterolog
pediatric si am ales unitatea de la Spitalul
Universitar General din Praga, unde am
primit o primire prietenoasa. Din fericire,
am fost in mainile capabile ale unui expert
real, dr. Peter Szitanyi, care dupa ce i-a
aruncat doar o privire lui Anna a banuit ca
ar putea suferi de boala celiaca. Am facut
o intalnire cu el, deocarece am vrut sa con-
firmam diagnosticul de GER, deoarece in
vara anului 2020 a suferit de greata si var-
saturi. Doctorul Szitanyi ne-a trimis pentru
gastroscopie pentru a exclude esofagita.
In plus, el a comandat si teste de sange,
iar acestea ,din pacate” au relevat prezen-
ta unui titru scazut de anticorpi impotriva
bolii celiace (TGA). Diagnosticul in acest
caz trebuie confirmat doar prin endosco-
pie. Imediat dupa confirmarea histologica
a diagnosticului, am pus-o pe Anna pe o

dieta stricta fara gluten, iar acum incer-
cam sa ne adaptam la aceasta noua situa-
tie din viata noastra.

Nu mi-a trecut niciodata prin minte ca
Anna ar putea suferi de aceasta boala si
am dificultati sa accept ca nimeni nu ar
descoperi asta, desi s-ar fi putut intampla
foarte usor. Ma tot gandesc de ce guvernul
nu a inclus boala celiaca in screeningul ne-
onatal obligatoriu, care detecteaza o mul-
time de boli, inclusiv unele mult mai rare
decat aceasta boala autoimuna severa.

Ma tot gandesc de ce pediatrii care vad
bebelusi si copii la urmariri preventive re-
gulate nu se concentreaza mai mult asu-
pra bolii celiace, deoarece, in mod evident,
le este dor de sute de cazuri de copii celi-
aci, ceea ce este trist si alarmant, avand in
vedere cat de grava este boala. Pentru noi,
diagnosticul a fost o binecuvantare deghi-
zata, dar, din pacate, multe familii nu vor
primi in timp ingrijirea medicala adecva-
ta. Autoritatile ar trebui sa se gandeasca
cu siguranta la cum sa Imbunatateasca
aceasta situatie urata.

M-am nascut in anii 1970 in Zagreb, Cro-
atia, iar una dintre primele mele amintiri,
printre jocuri si distractii, au fost probleme
digestive grave si complicatii. Familia mea
a scapat de toate covoarele din aparta-
mentul nostru, deoarece varsaturile mele
erau dese si deseori imprevizibile. De ase-

menea, imi amintesc ca am participat la
numeroase examene medicale. Parintii
mei mi-au spus ca medicii imi luau sange-
le pentru a-l verifica in mod regulat, deoa-
rece eram un copil mic anemic. Desi s-au
facut multe examinari diferite, medicii au
ajuns la concluzia ca sunt sanatos fizic,
dar cu mult stres, deoarece parintii mei
erau Tn plina divort si ca separarea lor era
problema principala a problemelor mele
digestive.

In copilarie si adolescentd, am simtit ade-
sea greatd, oboseala si varsaturile frecven-
te faceau parte din viata mea. Am adorat
sa fac sport si ma pricep la karate, dar
cand au inceput antrenamentele pentru
competitii mai serioase, nu puteam tine
ritmul —dimineata dupa antrenamente in-
tense, Nnu puteam sa ma ridic din pat, dar
lucrul bun este ca nu am renuntat karate
pana la sfarsitul anilor de facultate.

Cand am inceput sa lucrez, macar o data
la cateva saptamani eram atat de bolnav si
de varsaturi incat nu puteam veni la mun-
ca. Incd imi amintesc ca primul meu sef



imi spunea ,Hei, ar trebui sa-ti verifici se-
rios sanatatea”. Pe atunci aveam 27 de ani.

Pe masura ce imbatraneam, am inceput
sa am ataxie si multa durere In articulatii,
in cele mari si in cele mici. Imi amintesc
ca gleznele ma dureau atat de mult si
am avut o durere ingrozitoare la nivelul
articulatiilor degetelor, asa ca nu puteam
merge. Am avut un test Waaler-Rose, care
sa dovedit a fi negativ. In afarad de varsaturi
frecvente, greata constanta si dureri
articulare, sangele meu a indicat un MCV
mai mic decat cel normal si trombocite
scazute. Cand m-am plans la medicul
meu, am primit explicatia ca sunt diferit
genetic de ceilalti si ca ar trebui sa vizitez
un terapeut mental pentru a ma ajuta
cu hipocondria mea. Lucrul bun a fost ca
exercitam regulat si am incercat sa raman
activ fizic. In acea perioad3, alte domenii
din viata mea erau mai mult decat bune;
Am avut o slujba buna si am intalnit un tip
minunat care a devenit ulterior sotul meu
iubit.

La sfarsitul anului 2011, la fel cum am ac-
ceptat ca voi trai vesnic cu varsaturi si du-
rere, a aparut o solutie pentru problemele
mele si a fost sub forma unui test de in-
toleranta alimentara. Din cauza cresterii
excesive a candidei in corpul meu, un me-
dic homeopat mi-a prescris o dieta foarte
strictd, pe care a trebuit sa o urmez timp
de 6 luni: a trebuit sa intrerup glutenul, za-
harul, lactatele, fasolea si fructele. Si dupa
cateva saptamani din acea dieta s-a in-

tamplat un miracol - pentru prima data
in viata mea m-am simtit cu adevarat
bine. Nu am avut dureri, varsaturi, grea-
ta si am avut multa energie, iar puterea
mea in sport (in special
in windsurfing) a deve-
nit evidenta. Pielea mi
s-a limpezit; balonarea
mea a disparut ... Eram
fericit, optimist si Tmi
placea sa fiu in corpul
meu.

La scurt timp dupa ce am
oprit dieta si am finceput sa
mananc normal, toate simpto-
mele mele au revenit, mai rau ca
niciodata. Pe parcursul a 3 saptamani
am slabit 7 kg, am aratat palid si m-am
simtit atat de slabit incat nu am putut
merge la serviciu sau chiar sa-mi plimb
cainele. Am fost testat pentru paraziti si
infectii bacteriene si totul a fost bine, cu
exceptia faptului cd ma simt ingrozitor.

Lucrul bun a fost ca eram curioasa de
ceea ce mi se intampla si am inceput
sa citesc despre boala celiaca si sa citesc
simptomele. Era anul 2012, iar boala ce-
liaca la adultii din Croatia era ceva necu-
noscut pentru majoritatea medicilor de
familie si a populatiei generale. Tncurajat
cu o perioada de simtire buna, am fost
persistent si am mers sa fac un test de
screening pentru boala celiaca in Croatia
si dupa aceea am fost examinat la Centrul
Spitalului Universitar Zagreb si am primit



in cele din urma un diagnostic si confir-
marea ca vdrsaturile si greata nu erau
doar in capul meu si ca aceasta este o
boala reald, dar gestionabila.

Urmand o dieta stricta fara gluten din
2012, am avut ca rezultat imbunatatirea
sanatatii mele generale, durerea si grea-
ta au disparut, iar viata a devenit mult
mai buna fara varsaturi regulate. Ma
simt mult mai puternic si am o
perspectiva pozitiva asupra
vietii. La un an sau doi dupa
ce am inceput o dieta fara
gluten, am putut bea din nou
jaurt ), iar in zilele noastre
pot sa beau chiar si un pahar
de lapte fara sa am diaree.

A trai cu boala celiaca si a urma o dieta
stricta fara gluten nu este usor, deoare-
ce poate parea la prima vedere. Modul
in care mancam ne afecteaza familia
si prietenii si dicteaza multe activitati
— aproape fiecare eveniment social in-
clude mancare si trebuie sa ne planifi-
cam fiecare masa. Unii oameni din viata
noastra sunt ingrijitori si intelegatori, iar
altii ne considera pretentiosi si preten-
tiosi. Un medic mi-a spus ,Nu poti avea
boala celiaca, arati in forma si puternic”,
,Da, da, dar urmez cu adevarat o dieta
fara gluten, nu a fost intotdeauna asa”,
i-am raspuns.

Exista o multime de dezinformari des-
pre boala celiaca si exista o cantitate

uriasa de spatiu pentru cresterea gradului
de constientizare si pentru a ajuta copiii si
adultii si familiile lor sa primeasca diagnos-
ticul la timp si sa ii Incurajeze sa respecte
dieta fara gluten. Ma consider norocoasa
pentru ca dupa ce am fost diagnosticat la
38 de ani si am eliminat glutenul din die-
ta mea, mi-am recapatat o stare generala
de sanatate buna. Problema majora este
cresterea in greutate si am fost diagnos-
ticat cu un deficit grav de vitamina D, pe
care am reusit sa-l vindec cu suplimente
adecvate.

Pentru a-i ajuta pe altii, m-am alaturat vo-
luntarului CeliVita — Living with boala ce-
liaca. Sper ca pacientii nerecunoscuti cu
boala celiaca pot beneficia de experienta
mea si pot raspandi constientizarea faptu-
lui ca sunt diagnosticati si ca traiesc cu o
dieta stricta fara gluten.

Boala celiaca este o reactie sistemica pe

IGOR, PEDIATRU DIN MARIBOR

Am fost diagnosticat cu boala celiaca la
varsta de 44 de ani. Am avut multi ani
simptome tipice bolii celiace, de dureri
abdominale insuportabile, diaree, balona-
re constanta, anemie, oboseala si infectii
repetate. De cand am fost diagnosticat cu
diabet insulino-dependent, cu treizeci de
ani in urma, diagnosticul de boala celiaca
ar fi trebuit sa fie usor presupus. Conditia
ma privea exact in fata, pur si simplu nu



am vazut-o. Ca sicum eu sunt un pediatru
care stie despre simptomele bolii celiac, ar
fi probabil sa rezolv aceasta problem mai
devreme. Tn plus, cunosc cativa experti
eminenti, care sunt preocupati de trata-
mentul bolii zi de zi.

Cu cativa ani inainte de confirmarea dia-
gnosticului, am fost la un congres gastro-
enterologic cu un coleg expert in dome-
niul bolii celiace. Sufeream de durere se-
vera, crampe, balonare si diaree pe atunci,
mai ales cand mancam un mic dejun bun,
cu chifle proaspete, dar nu am observant
semnele de boald. In apararea prietenului
meu expert, testul meu la boala celiac a
fost repetat raportat ca negativ. Dupa ace-
ea, s-au dezvoltat probleme suplimentare.
Ambele gleznele sau umflat, anemia mea
a devenit severa si suplimentele de fier nu
ma ajutaut. Apoi un alt coleg de al meu
m-a salvat si a confirmat diagnosticul.

“Conditia
NENIEE

fix in fata, eu
doar nuam
vazut-o."

Testele mele serologice au fost negative
fnainte pentru ca am si un deficit de IgA.

Acum, urmez o dieta fara gluten, sunt cu
15 kg mai greu decat eram atunci atunci
cand am inceput. Ma sint bine, fara pro-
bleme medicale. Este greu cand trec pe
langa brutarie si exista un miros delicios
de paine proaspat coapta. De asemenea,
este greu cand sunt in hotel unde iau mi-

cul dejun cu 15 tipuri de paine delicioasa
si chifle.

Citirea etichetelor poate fi dificila, mai ales
daca aveti nevoie de ochelari pentru litere
mici ca mine. Cu toate acestea, merita. Am
acceptat diagnosticul de boala celiaca re-
lativ usor si acum sunt obisnuit cu cronica
mea conditie. Probabil ca acest lucru este
adevarat pentru ca sanatatea mea este
incomparabild cu cea de acum cinci ani.
Folosesc pane fara gluten.

Mi-e dor de 0 gogosa ocazionald in timpul
carnavalului si mi-e dor de torta cu crema
Bled.

In zilele noastre, existd o varietate mai
buna de produse fara gluten disponibile
pe piata. Din pacate, produsele fara glu-
ten sunt relativ scumpe, ceea ce poate fi o
mare problema.




Despre proiectul CD SKILLS

Proiectul CD SKILLS abordeaza provocirile existente ale sectorului medical in
gestionarea bolilor celiace in regiunea Dunarii.

tot parcursul vietii impotriva glutenului care
se gaseste in grau, orz si secara. Poate aparea
laorice varsta, dar de obicei incepe in copilaria
timpurie. Femeile sunt afectate de doua ori
mai frecvent decat barbatii. Fara o dieta de
excludere foarte stricta se pot dezvolta com-
plicatii severe. Peste 1% din populatie (apro-
ximativ 1,2 milioane) din regiunea Dunarii ar
putea avea boala celiacgd, cu o populatie mult
mai mare afectata indirect. Are un impact
asupra familiilor si prietenilor, precum si asu-
pra institutiilor de ingrijire a copiilor, produca-
torilor de alimente, serviciilor de catering si,
in special, asupra sectorului medical. Aproxi-
mativ 80% dintre pacienti sunt diagnosticati
cu intarziere indelungata sau raman nedi-
agnosticati, crescand riscul de complicatii,
rezultdand morbiditate si mortalitate ridicate,
performante scolare scazute si absenteism
ridicat la munca. Acest lucru are un impact
negativ important asupra durabilitatii secto-
rului medical si a societatii. Motivele posibile
sunt constientizarea si cunostintele reduse
despre boala, accesul limitat la instrumente-
le de diagnosticare, oportunitatile limitate de
invatare inovatoare si schimbul de informatii
ineficient.

Proiectul CD SKILLS fisi propune sa depa-

seasca aceste neajunsuri pentru a asigura un
sector durabil de asistenta medicala publica,
care va satisface in mod eficient nevoile soci-
ale si de sanatate ale pacientilor si publicului
larg afectate de boala celiaca.

Activitatea initiala importanta a proiectului
este evaluarea practicilor regionale in mana-
gementul BC, care va fi urmata de introduce-
rea unei strategii inovatoare de invatare care
combina prelegeri traditionale si instrumente
electronice moderne, sustinuta de noua plat-
forma de schimb de informatii, dezvoltarea
unor strategii eficiente de detectare a bolilor,
si testarea serviciilor pilot inovatoare care se
concentreaza pe depistarea precoce si dia-
gnosticarea imbunatatita a bolii si a compli-
catiilor acesteia si imbunatatirea calitatii vietii
pacientilor.

Principalele obiective pe termen lung ale
proiectului sunt imbunatatirea cunostintelor,
abilitatilor si competentelor profesionistilor
din domeniul sanatatii si ale pacientilor, pre-
cum si ale altor parti interesate si cresterea
capacitatii serviciilor medicale din regiunea
Dunarii pentru a satisface mai bine nevoile
pacientilor cu boala celiaca si imbunatati ca-
litatea vietii lor.

I‘——_’_/_____—’

“

Interreg H

Danube Transnational Programme




Despre parteneriat

Parteneriatul transnational multidisciplinar al proiectului CD SKILLS este compus din parteneri extrem de competenti, cu
diferite competente si roluri, inclusiv furnizori de servicii medicale, cum ar fi spitale universitare, care servesc si ca institutii
de cercetare, educatie si formare, organizatii de sprijinire a pacientilor (0NG-uri), autoritati publice, producatori/ furnizori
fara gluten si asociatii profesionale care asigura schimbul de perspective diferite care abordeaza provocarilecomune ale bolii
celiace.

Partenerii provin din opt tari din regiunea Dunarii: Romania
(Institutul National pentru Sanatatea Mamei si Copilului Ale-
xandrescu-Rusescu), Republica Ceha (Spitalul General Univer-
sitar din Praga), Croatia (Spitalul pentru copii Zagreb si CeliVita
— Living with Boala celiacad), Serbia (Universitatea Spitalul de
Copii si Societatea Celiaca Sarbeasca), Moldova (Universitatea
de Stat de Medicina si Farmacie ,Nicolae Testemitanu”, Chisi-
nau), Slovenia (Centrul Medical Universitar Maribor si Munici-
piul Maribor), Ungaria (Institutul Nationalde Pediatrie Heim Pal
si Universitatea din Debrecen), Austria (Universitatea de Medi-
cina din Graz) si Germania (Universitatea Ludwig Maximillian’s
Mulnchen). Partenerii strategici asociati interesati ai proiectului
provin din Austria, Bulgaria, Croatia,Ungaria, Italia si Romania
si sunt compusi din organizatii de pacienti, producatori de pro-
duse alimentare fara gluten, societati medicale, factori de de-
cizie iIn domeniul sanatatii si autoritati publice.

Multi parteneriaucolaboratcusuccesininitiativeinternationale
si sunt cunoscuti la nivel international pentru activitatea lor in
domeniul bolii celiace. Parteneriatul a fost implicat in multe
proiecte care se adreseaza serviciilor publice, inclusiv proiecte
legate de boala celiaca: Interreg CE Focus IN CD, bilateral SI-
HU LQ CELIAC, FP7 CD MEDICS, FP6 PREVENTCD, MediCel,
ProCeDE, Trans-2-Care si multe altele.




Centrul Medical Universitar Maribor, Slovenia

Centrul Medical Universitar (UMC) Maribor este o institutie publica
de asistenta medicala care ofera servicii de asistenta medicala
secundara si tertiara in nord-estul Sloveniei. Este o organizatie de
cercetare care serveste si ca institutie educationala si de formare
pentru viitorii profesionisti din domeniul sanatatii. UMC Mari-
bor are aproximativ 3.500 de angajati, dintre care aproximativ
600 sunt medici si aproximativ 1.800 de profesionisti din do-
meniul sanatatii asociati. Anual, aproximativ 60.000 de paci-
enti sunt tratati ca pacienti internati si aproape 400.000 ca pa-
cienti ambulatori in diferite unitati sub-specializate. Unitatea
sa de urgenta medicala este o unitate omogena din punct de
vedere profesional si organizational, care ofera asistenta me-
dicald non- stop nonstop. In plus fata de serviciile de asistenta
medicala, UMC Maribor este inclusa in proiecte de cercetare
si coopereaza cu marile centre de cercetare la nivel national
si international. Acesta angajeaza o echipa multidisciplinara de
experti in diferite domenii, inclusiv Departamentul de cercetare
medicala, cu biroul de proiect cu experienta in managemen-
tul de proiect. Profesionistii UMC sunt membri ai grupului de
lucru ESPGHAN pentru boala celiaca. Departamentul de pedi-
atrie UMC MB a fost implicat in numeroase proiecte nationale
si internationale legate de boala celiaca LQ CELIAC, Focus IN
CD, CD-MEDICS, PreventCD, ProCeDe si altele. https:/www.
uke-mb.si/
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Parteneri de
proiect

Municipiul Maribor, Slovenia

City Municipality of Maribor (MOM) este o comunitate locala
autonoma formata din orasul Maribor si alte 33 de asezari. Este
al doilea oras ca marime din Slovenia. In domeniul sanatatii,
suntem responsabili pentru securitatea sociala, protectia sa-
natatii si problemele familiale, pentru ingrijirea persoanelor in
varsta, asigurari de sanatate pentru cetatenii fara asigurare,
acordarea de burse, pentru acordarea de concesii in dome-
niul serviciilor de sanatate si farmacie. Municipalitatea orasu-
lui este, de asemenea, fondatorul multor institutii publice. Tn
ultimii cativa ani, am fost implicati activ in proiecte europene
cu masuri moi in domeniul asistentei medicale preventive. Am
fost partener principal in proiectul bilateral sloveno-ungar LQ
- CELIAC, precum si in proiectul Focus IN CD (programul Inter-
reg Europa Centrala) cu scopul principal de a creste calitatea
vietii pacientilor cu boala celiaca si de a sensibiliza profesionis-
tii si publicul larg. Biroul de dezvoltare a proiectelor este axat
pe pregatirea aplicatiilor de proiect, gestionarea, implementa-
rea si raportarea proiectelor europene. https://www.maribor.si/

Universitatea de Medicina din Graz, Austria

Universitatea de Medicina din Graz (MUG) a fost infiintata in
2004, provenind de la facultatea de medicina anterioara de la
Karl-Franzen's-Universitat, veche de secole: aproximativ

2.500 de angajati lucreaza aici in domenii academice si non-
academice si peste 4.300 de studenti sunt inscrisi la diploma
( medicing, stomatologie, asistenta medicald) si programe de
doctorat (stiinte medicale), cu programe de doctorat ca centru



al medicinei inovatoare si de ultima generatie. Comunitatea de
cercetare MUG include capacitatea sa inovatoare in patru do-
menii de cercetare si abordarea generala a cercetarii durabile
in domeniul sanatatii. Centrele pentru ,Cercetare medicalad” si
.Transfer de cunostinte si tehnologie in medicinad”, Biobanca
Graz (cu> 20 de milioane de probe biologice) si multe alte fa-
cilitati ofera o infrastructura de cercetare perfecta. Studentii,
instructorii si personalul invata si lucreaza impreuna conform
principiilor modelului biopsihosocial, care plaseaza persoana
cu toate nevoile sale in centrul atentiei. Studentii nu numai ca
castiga din cunostinte de specialitate, la fel si intreaga populatie,
profitand astfel de o gama larga de cunostinte, si in contextul
mediatizarii si al unui numar mare de evenimente. Educatia
post universitara pentru medici si alte grupuri tinta comple-
teaza aceasta gama larga de servicii.
https://www.medunigraz.at/en/

Spitalul Universitar de Copii din Belgrad, Serbia

Una dintre cele mai importante institutii medicale nu numai
din Serbia, ci si din regiune, Spitalul Universitar pentru Copii
din Belgrad a fost infiintat in 1924 sub conducerea profesorului
Franz Groer, un eminent asociat al Scolii de pediatrie din Viena.
Mai tarziu, in 1926, profesorul Matija Ambrozi¢, tot de la Scoala
din Viena, a fost numit sef. Primul Departament de Chirurgie
Pediatrica a fost fondat de medicul Dimitrije Jovici¢, care s-a
pregatit in Franta si a fost primul chirurg pediatric calificat din
Serbia. Tn primii trei ani, Clinica pentru copii a fost amplasa-
ta intr-o cladire privata din strada Kneza Milosa si avea patru
camere. Constructia unei noi cladiri a inceput pe 4 octombrie
1936 prin Decretul Regal al Regelui Petar Karadjordjevic si sub
cea mai inalta protectie a Majestatii Sale Regina Marija. Astazi,
cladirea este clasificata ca monument cultural. De mai bine
de 90 de ani, Spitalul Universitar pentru Copii a fost un centru
pentru furnizarea de ingrijiri si tratamente specializate in toate
domeniile pediatrie si chirurgie pediatrica, pentru educarea si
instruirea studentilor de la Scoala de Medicina a Universitatii
din Belgrad si pentru stiintele cercetare. http://tirsova.rs/
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Spitalul de Copii Zagreb, Croatia

Spitalul pentru copii din Zagreb este o institutie de asistenta
medicala tertiara unica pentru copiii din Croatia. Din 1997, De-
partamentul sau de gastroenterologie si nutritie pediatrica a
fost Centrul de recomandare al Ministerului Sanatatii din Cro-
atia pentru copiii cu tulburari gastro-intestinale si cerinte nu-
tritionale specifice. Echipa include gastroenterologi pediatrici,
dieteticieni, psiholog, terapeut de lucru si specialisti asistenti
medicali. Centrul este complet echipat pentru toate procedu-
rile de diagnostic necesare si pentru diferite modalitati de tra-
ta- ment, inclusiv nutritia enterald si parenterala. In ceea ce pri-
veste boala celiaca, acest departament conduce cea mai mare
clinica croata pentru pacientii cu boala celiaca pediatrica, cu
aproximativ 20-30 de pacienti nou diagnosticati pe an. Membirii
echipei au participat la lucrarile Grupului de lucru ESPGHAN
pentru boala celiaca si la mai multe proiecte nationale (scree-
ning pentru boala celiaca la copiii din clasa |) si internationale
privind boala celiacd (PreventCD, ProCeDe, MediCel). https://
www.kdb.hr/

Spitalul Universitar General din Praga, republica Ceha

Spitalul Universitar General din Praga (GUHP) este unul dintre
cele mai mari spitale din Republica Ceh&. Impreuna cu prima
facultate de medicina a Universitatii Charles, creeaza o baza
larga nu numai pentru diagnostic, terapie si asistenta medi-
ca- |3, ci si pentru predare, stiinta si cercetare. Departamentul
de pediatrie si tulburari metabolice mostenite reprezinta Cen-
trul de excelenta pentru copiii cu boli metabolice, reumatolo-
gice, inflamatorii intestinale si alte tulburari gastro-intestinale
si pentru copiii cu cerinte nutritionale specifice. Abordarea
multidisciplinara face parte din rutina zilnica. Echipa cuprin-
de gastro-enterologi pediatri, dieteticieni si asistenti medicali
specialisti. Centrul acopera pe deplin toate procedurile de di-
agnostic si terapeutice, inclusiv endoscopia, nutritia enterala
si parenterald.ln ceea ce priveste boala celiacd, acest departa-
ment conduce cea mai mare clinica din tara pentru pacientii
cu boala celiaca pediatrica, cu aproximativ 100 de pacienti nou



diagnosticati in fiecare an. Angajatii sunt membri ai ESPGHAN
si participa activla diferite proiecte internationale. https:/www.
vfn.cz/

Societatea Celiaca Sarba, Serbia

Societatea Celiaca a fost fondata in 2005 de un grup de mame
cu copii celiaci. Motivul principal a fost lipsa de cunostintedes-
pre boala, material educational, consiliere cu privire la dieta
fara gluten si dificultati in gasirea unor produse alimentare
sigure fara gluten. De atunci, asociatia a devenit o organizatie
nationala care lucreaza indeaproape cu asociatii din regiune si
Europa, medici, oameni de stiinta si alti experti, precum si cu
institutiile si organizatiile din domeniul productiei de alimente.
Societatea Celiaca Sarba este membra AOECS din 2008. Scopul
nostru este sa ne asiguram ca traim intr-o societate educata,
bine constienta, in care este posibila detectarea si diagnostica-
rea precoce a bolii celiace, urmata de alimente sigure, eticheta-
te, la un pret disponibil pentru pacientii nostriwww.celijakija.rs

Institutul National pentru Sanatatea Mamei si Copilului
Alexandrescu-Rusescu, Romania

Institutul National pentru Sanatatea Mamei si Copilului ,Ale-
xandrescu Rusescu”, Bucuresti (INSMC) este unul dintre insti-
tutele Ministerului Sanatatii din Romania cu expertiza in cer-
cetarea populatiei In domeniul starii de sanatate materna si
infantild. Tn domeniul cercetarii populatiei, INSMC colaboreaza
cu institutii internationale (Fondul Natiunilor Unite pentru Copii,
Fondul Natiunilor Unite pentru Populatie, Centrul pentru Con-
trolul Bolilor Celiace (CD) SUA, Agentia SUA pentru Dezvoltare
Internationald). Cercetarea INSMC a condus la politici de sanata-
te de catre Ministerul Sanatatii din Romania, iar rezultatele cer-
cetarii au fost utilizate ca date de referinta de catre organizatiile
internationale (OMS). INSMC include 2 sectii clinice universitare
(ginecologie si pediatrie) ca parte a Universitatii de Medicina si
Farmacie ,Carol Davila” Bucuresti si 4 centre nationale si regio-
nale axate pe domenii medicale specifice: Centrul de Medicina
Materno-Fetala, Centrul de Fibroza Chistica, Centrul CD si Cli-
nic Centrul de genetica. Centrul CD este un centru tertiar axat
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pe diagnosticarea CD, gestionarea, furnizarea de ingrijiri medi-
cale, programe educationale pentru profesionisti si populatia
generala sidesfasurarea cercetarilor clinice in retele nationale si
internationale colaborative. https:/www.insmc.ro/

CeliVita - Traim cu boala celiaca, Croatia

CeliVita este o asociatie de pacienti fondata in 2014, cuscopul
— dea proteja sanatatea si de a imbunatati calitatea generala a
vietii persoanelor care sufera deboala celiaca, alergie la grau si
sensibilitate la gluten. CeliVita are membri din toata Croatia,
precum si o filiala in regiunea Slavonia. Activitatile sale sunt
axate pe cresterea gradului de constientizare cu privire la CD,
ca o problema generala de sanatate, dar si pe oferirea de ajutor
practic pacientilor simembrilor familiei. Voluntarii sai ofera spri-
jin'siinstrumente cuprinzatoare, necesare pentru depasirea cu
succes a provocarilor zilnice si mentinerea unei diete adecvate
fara gluten. Una dintre misiunile CeliVita este pastrarea sanatatii
fizice si mentale generale a celor afectati, inclusiva membrilor
familiei. Sprijinul oferit de asociatie include: consiliere cu privire
la implementarea dietei fara gluten si drepturile legale, educa-
rea despre CD si factorii de risc pentru complicatii, cursuri de
gatit, ateliere si prelegeri nutritionale si psihologice, manuale
sibrosuri, programe de sensibilizare in crese si scoli, membri in-
talniri si adunari si multe alte activitati. Membrii CeliVita se bu-
curade numeroase beneficii din diferite parteneriate.
https://www. celivita.hr/

Institutul National de Pediatrie Heim Pal, Ungaria

Institutul National de Pediatrie Heim Pal, Budapesta, este un
spital de copii multidisciplinar pentru ingrijiri de specialitate,
care este,de asemenea, responsabil pentru coordonarea ghidu-
rilor clinice si a predarii specializate postgraduale. Centrul pen-
tru boala celiaca este un departament independent din spital
pentru ingrijirea integrativa a pacientilor si familiilor cu boala
celiaca, indiferent de varsta, care include diagnostic, urmarire
regulata, consiliere dietetica si screening pentru membrii fa-
miliei cu risc. Echipa este formata din gastroenterologi pedia-
trici, asistenti medicali clinici si de cercetare, dietetici cu norma



intreaga si tehnicieni de laborator. Operam un ambulatoriu cu
acces deschis pentru trimiterea directa a cazurilor din asistenta
medicala primara si colaboram indeaproape cu Departamen-
tul de Gastroenterologie si Nefrologie si cu Departamentul de
Patologie. Centrul pentru boala celiaca are propriul laborator
dediagnostic care asigura testarea transglutaminazei si a anti-
corpilor endomiziali pentru alte 19 institutii din partile centra-
le si occidentale ale tarii. De asemenea, ofera un al doilea aviz
cu privire la toate intrebarile legate de celiaci la nivel national,
dezvolta strategii de management si disemineaza cunostinte
printre totiprofesionistii din domeniul medical. http:/heimpa-
Ikorhaz.hu/

Universitatea din Debrecen, Ungaria

Universitatea din Debretin este o institutie de predare de varf,
cu aproximativ 30.000 de studenti, dintre care 12.000 provin
din strainatate. Aceasta reprezinta o posibilitate foarte buna
pentru disseminarea cunostintelor si a noilor descoperiri. Uni-
versitatea din Debrecen este responsabila pentru ingrijirea
medicala la nivel tertiar pentru intregul nord-est al Ungariei
(aproximativ 1,8 milioane de locuitori). Grupul de studiu al bolii
celiace a fost fondat in 2002 si este format din personal clinic
din cadrul Departamentului de pediatrie (pediatri, gastroente-
rologi pediatri, asistenti medicali, asistenti sociali) si cercetatori
de baza (biochimisti, biologi moleculari) si coopereaza strans
cu grupul de cercetare transglutaminaza din cadrul Institutul
de Biochimie si Biologie Moleculara. Transglutaminaza este cel
mai important autoantigen in boala celiaca si joaca, de aseme-
nea, un rol important in diagnosticul modern. Mai mult, grupul
investigheaza in prezent instrumente de diagnostic inovatoa-
re, standardizarea testarii anticorpilor si caracteristicile bolii la
nivel celular. https:/mwww.edu.unideb.hu/

Universitatea Ludwig Maximilian din Minchen, Germania

Ludwig-Maximilians-Universitat (LMU) MUnchen este o corpo-
ratie publica cu drept de auto-guvernare. Este una dintre cele
mai importante universitati de cercetare din Europa, cu o tra-
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ditie de peste 500 de ani. LMU Klinikum este un centru de me-
dicina de inalta tehnologie, inovatie si progres medical si tehnic,
in acelasi timp are sensul de ingrijire individuala, securitate si
incredere. Spitalul pentru copii a fost fondat in 1846 de August
Hauner si ii poarta numele. Cu 15 subspecialitati pediatrice si
o chirurgie pediatrica, este unul dintre cele mai mari centre
universitare pediatrice tertiare din Germania. Subdiviziunea
de gastro-enterologie pediatrica are o experienta ridicata in
boala celiaca (CD) si conduce si participa la mai multe proiec-
te de cercetare nationale si internationale pe BC, e. g. studiul
ProCeDE, PreventCD, TEDDY, Registrul celiac german. impre-
una cu fundatia Health Health a fost partener al programului
Interreg Focus In CD, conducand pachetul de lucru privind di-
ferite instrumente online. https://www.Imu.de/en/

Universitatea de Stat de Medicina si Farmacie
»Nicolae Testemitanu” din Republica Moldova

Universitatea de Stat de Medicina si Farmacie ,Nicolae Teste-
mitanu” din Moldova este fondata in 1945 si este unica institu-
tie de formare a medicilor si farmacologilor din tara. Cuprinde
numeroase departamente, 23 de laboratoare, 2 centre stiinti-
fice si 1200 de specialisti (8 academicieni, 5 membri corespon-
denti ai Academiei de Stiinte a Republicii Moldova, membri
titulari si onorifici ai academiilor din alte state, 172 de doctori
habilitati in stiinte medicale, 528 de doctori in stiinte medicale,
15 laureati ai Premiului de Stat in domeniul stiintei si teh- no-
logiei). Ofera invatamant superior preuniversitar specializat
integrat in ciclul I, I, studii superioare de doctorat (ciclul Ill),
pro grame postdoctorale in romana, rusa, franceza si engle-
za (ISO 9001: 2008; din 2016 aplica standardul ISO 9001: 2015).
Universitatea este membra a Asociatiei Universitatilor Interna-
tionale pentru Educatie Medicala Europeana (2013). Din 2019,
este acreditata la nivel international de Federatia Mondiala a
Educatiei Medicale, o agentie independenta de acreditare si
evaluare. Colaboreaza cu peste 90 de universitati internationale.
Participa pentru prima data in activitati internationale privind BC.
https://www. usmf.md/ro




Parteneri strategici asociati

Serviciul de sdnatate, Biroul pentru tineret si familie,
Graz, Austria

Orasul Graz este al doilea oras ca marime din Austria. Orasul este
impartit in 28 de cartiere urbane si este regiunea cu cea mai
rapida crestere din Austria. Graz este un oras statutar (adica
un oras cu privilegii statutare). Aceasta este o caracteristica
importanta, deoarece implica faptul ca orasul insusi poarta
intreaga responsabilitate administrativa pentru toate serviciile
sociale. Nucleul administrativ al tuturor masurilor preventive
in materie de bunastare a copiilor si tinerilor din Graz este Bi-
roul pentru tineret si familie din corpul administrativ al ora-
sului. Serviciul de sanatate este integrat in aceasta structura.
De asemenea, ofera servicii pentru scoli publice, gradinite, cre-
se si ingrijire de zi. Echipa, printre alti pediatri, include medici
generalisti si un nutritionist. Serviciul de Sanatate asigura in
principal controale medicale preventive si servicii de consiliere
medicala. La inscrierea la crese, gradinita, ingrijire de zi etc,,

parintii trebuie sa completeze un formular de sanatate; boala
celiaca este unul dintre punctele interogate. insotiti de parinti,
toti elevii, care frecventeaza o scoala publica din Graz, fac un
control medical in primul an (varsta de sase pana la sapte ani).
Tn acest moment, parintii sunt intrebati din nou despre bolile
cronice, cum ar fi boala celiaca. Un control medical suplimen-
tar este oferit pana la sfarsitul frecventei scolare obligatorii.
https://www.graz.at/cms/ beitrag/10015960/7751496/Amt_fuer_
Jugend_und_Familie.html

Asociatia romana pentru Intoleranta la Gluten, Romania

Asociatia Romana pentru Intoleranta la Gluten (ARIG) este
asociatia nationala a pacientilor celiaci, o organizatie negu-
vernamentala, independenta si misiunea sa principala este
de a imbunatati calitatea vietii pacientilor celiaci din Romania.
Asociatia Romana pentru Intoleranta la Gluten este membra
a Asociatiei Societatilor Celiace Europene din 2018 si desfa-
soara schema ELS pentru produsele fara gluten din 2019 cu

peste 600 de produse romanesti fara gluten certificate. ARIG
isi concentreaza activitatile pe patru piloni principali: legislatia
si drepturile pacientilor, educatia pacientilor si constientizarea
bolii celiace pentru publicul larg, asistenta comunitatii celia-
ce, constientizarea bolii celiace sprijin pentru dezvoltarea sec-
torului afacerilor fara gluten. Activitatea asociatiei se bazeaza
exclusiv pe activitatea de voluntariat din 2017. Activitatea aso-
ciatiei este sustinuta de memobri activi ai comunitatii celiace.
https://celiac. org/eat-gluten-free/gf-services/celiac-associati-
on-of-romania/

Asociatia bulgara pentru celiaci, Bulgaria

Asociatia bulgara pentru celiaci a fost infiintata la 31. 3. 2009
de un grup divers de voluntari cu boala celiaca din Bulgaria.
Pe atunci erau doar cativa specialisti care stiau despre
boala. Asociatia a fost dedicata de la bun inceput sa ajute
persoanele cu boala celiaca si alte afectiuni legate de gluten,
sa primeasca sprijin si intelegere din partea comunitatii, sa
aiba o viata mai usoara, sa aiba acces la alimente fara gluten.
Ne straduim ca oamenii cu afectiuni legate de gluten sa
primeasca sfaturi si sprijin independenti si de incredere de
la medicul specialist, sa aiba mai multe drepturi din partea
statului si nu Nnumai sa gestioneze impactul glutenului, ci si
sa gasim toate raspunsurile cum sa traim bine si fericiti de
boala celiaca. Activitatile principale sunt indeplinite cu grupul
Facebook, unde oamenii pun intrebari si primesc raspunsuri.
1l actualizam in mod regulat cu materiale informative recent
pentru nutritie fara gluten, boala celiaca si viata si obstacolele
pentru persoanele cu aceasta entitate in Eu ropa.

Tncercdm s3 ajutam disponibilitatea produselor si a alimentelor
fara gluten in tot mai multe locuri. Intr-o colaborare cu munici-
palitatile si specialistii medicali, am ajutat la introducerea dietei
fara gluten in cresele si gradinitele din unele zone din Bulgaria.

Societatea bulgara pentru gastroenterologie pediatrica, hepa-
tologie si nutritie, Bulgaria

Societatea bulgara pentru gastroenterologie pediatrica, hepa-
tologie si nutritie este o asociatie non-profit voluntara, inde-



pendenta din punct de vedere politic si social, a persoanelor
fizice si juridice care indeplinesc conditiile stabilite Tn prezen-
tul statut, actionand in conformitate cu principiile Constitutiei
Republicii Bulgaria si reglementarea Legii persoanelor juridice
non-profit si a legislatiei bulgare actuale. Scopul societatii de
a raspandi gradul de constientizare in domeniul gastroente-
rologiei, hepatologiei si nutritiei pediatrice, de a stimula cer-
cetarea in acelasi domeniu si de a disemina aceste cunostinte
prin intalniri si in alte moduri. Societatea isi indeplineste obiec-
tivele prin dezvoltarea si participarea la programe, proiecte si
alte activitati legate de activitatile societatii din Bulgaria si din
strainatate, ofera burse pentru instruire pe probleme de gas-
troenterologie pediatrica, hepatologie si nutritie, organizeaza
congrese, simpozioane, ate liere de lucru si ofera diseminare si
asistenta pentru implemen tarea in tara a unor noi metode in
domeniul gastroenterologiei, hepatologiei si nutritiei pediatri-
ce. http://bulspghan.org/za-nas/

Institutul croat de sanatate publica, Croatia

Institutul croat de sanatate publica (CIPH) este un institut
central de sanatate publica din Republica Croatia, fondat in
1893 cu scopul de a promova sanatatea si bunastarea popula-
tiei. CIPH se ocupa cu sanatatea publica, promovarea si educatia
sanatatii, prevenirea bolilor, microbiologia, sanatatea mediu-
lui, medicina scolara, ingrijirea sanatatii mintale si prevenirea
dependentei. Principalele sarcini ale CIPH sunt planificarea,
promovarea si implementarea masurilor pentru imbunatati-
rea sanatatii populatiei si reducerea problemelor de sanatate.
Pregateste si pune in aplicare programe de prevenire si alte ma-
suri de ingrijire a sanatatii care vizeaza promovarea unui stil de
viata sanatos. Institutul functioneaza ca o autoritate statistica,
care tine registre nationale de sanatate publica, supraveghea-
za stocarea datelor si coordoneaza activitatea altor registre de
sanatate. Coordoneaza reteaua de institute regionale de sana-
tate publica, participa activ la crearea de politici de sanatate si
reglementari de sanatate publica si se angajeaza in cooperare
internationala in scopul imbunatatirii sanatatii si bunastarii
publice. https://www.hzjz.hr/

Societatea Maghiara de Gastroenterologie Pediatrica, Ungaria

Organizatia este o societate-umbrela pentru toti profesionis-
tii din domeniul gastroenterologiei pediatrice din Ungaria
(medici specialisti care au grija de pacientii cu boala celia-
ca, medici de ingrijire primara si alti medici, cum ar fi asis-
tenti medicali specializati si dieticieni cu activitate didactica
semnificativd si potential de diseminare. In plus, societatea
joaca un rol important in elaborarea politicilor de ingrijire a
sanatatii si mentine relatii cu autoritatile sanitare si diferiti
parteneri industriali, precum si cu gastroenterologii care se
ocupa de adulti. Societatea disemineaza orientarile europe-
ne si comenteaza periodic noi directive si diverse schimbari
planificate in practica medicala. Prin urmare, societatea este
interesata sa contribuie la imbunatatirea instrumentelor de
diagnostic si a strategiilor de diagnostic pentru boala celia-
ca, in special in aspectele profesionale. Aceste activitati si re-
zultate vor fi incorporate in activitatile de predare anuale si
cursurile postuniversitare pentru HCP si tineri medici. Socie-
tatea se angajeaza sa promoveze asistenta medicala de Tnalta
calitate si sa reduca invazivitatea procedurilor si costurilor de
diagnostic.

Dr. Schar - Nutritie speciala inovatoare, Italia

Povestea noastra a inceput in 1922 in Tirolul de Sud, inima Al-
pilor italieni, cu o viziune de a imbunatati viata persoanelor
cu nevoi nutritionale speciale. Inca de la infiintarea companiei,
apropierea de consumator a fost angajamentul nostru indru-
mator. Competenta noastra de baza combina cerintele speci-
fice, complexe, impuse nutritiei, cu daruire si bucurie de viata.
Responsabilitatea, progresul si proximitatea sunt valorile care ne
confera stabilitate si fiabilitate. Suntem o companie adminis-
trata de o familie, cu o acoperire globala, cu 18 site-uri in 11 tari
si peste 1.300 de angajati in intreaga lume. Suntem liderul pie-
tei in nutritie fara gluten si ne valorificam expertiza pentru a
dezvolta solutii nutritionale noi, pionierate. Produsele noastre
sunt disponibile Tn aproximativ 100 de tariwww.drschaer.com
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Focus on Coeliac Disease

Coeliac disease is an autoimmune systemic disorder caused by ingestion of
gluten and related protein components found in wheat, rye, and barley in

genetically predisposed individuals. It is one of the most common chronic

diseases among children and adults, and affects about 1% of the population in
Europe. However, many patients remain undiagnosed.

Coeliac disease is a complex disorder
strongly associated with HLA-DQ2 or DQ8
haplotypes and specific immunological
and environmental factors. In patients
with coeliac disease, ingestion of gluten
triggers chronic damage of the small in-
testine. The consequence of the morpho-
logical changes in the intestinal mucosa is
its impaired function with symptoms and
signs of malabsorption. Characteristic clin-
ical symptoms of the disease, such as di-
arrhoea and malabsorption syndrome, are
not the most common forms of the dis-
ease anymore. Atypical and silent forms of
the disease are becoming more and more
frequent. Based on the clinical picture,
coeliac patients can be divided into two
groups: symptomatic and asymptomatic.
The symptomatic coeliac disease presents
with gastrointestinal or extra-intestinal
symptoms and signs. The term asympto-
matic or silent coeliac disease is used to
refer to patients who are diagnosed based
on characteristic changes of intestinal
mucosa, although they seem to be clini-
cally asymptomatic. Diagnosis of coeliac

disease is suspected primarily based on
the clinical picture. However, the final di-
agnosis is always based on the presence
of a specific reversible immune response
and in the majority of patients also on de-
tection of histological changes of the small
intestine. In some cases, the diagnosis can
be made without intestinal biopsy. It is im-
portant, that patients do not start with a
gluten-free diet before the final diagnosis
is confirmed. The only possible treatment
of coeliac disease is a very strict lifelong
gluten-free diet, which improves the clin-
ical picture, normalises the level of specific
antibodies, and restores the damaged in-
testinal mucosa. Following a strict diet is
also the only way to prevent development
of serious long-term effects of the disease.
The most significant risk factor for long-
term complications is an inadequate glu-
ten-free diet compliance.

Oat proteins are not related to gluten,

but sometimes contamination during
the transportation can occur!

The coeliac iceberg is large, repre-
senting 1% of total population. How-
ever, only a small proportion of these
patients is detected, corresponding
to the tip of the iceberg. Various data
show that only 10% of patients are de-
tected due to symptoms and signs,
whereas 90% can remain undiag-
nosed for a longer period of time. The
size of the submerged part depends
very much on patients’ awareness,
knowledge of healthcare profession-
als and availability of reliable diag-
nostic tools.



Symptoms

diarrhoea
constipation
vomiting
abdominal pain

bloating

dyspepsia

loose stools

abdominal pain

irritable bowel

tiredness

constipation

i

CHILDREN

ADULTS

i

apathy
headache
joint pain

hyperactivity

bone pain

infertility/
miscarriage

depression

ataxia

premature
menopause

HIGHER
RISK GROUPS

first-degree relatives
of coeliac disease
patients

type 1diabetes

immunoglobulin A
deficiency

autoimmune
thyroiditis
n
Down syndrome
n
Turner syndrome

Williams syndrome




QESTIONNAIRE - if you want

to test your knowledge
about celiac disease, please
contact the lead partner.

COMPLICATIONS

osteoporosis
| |
autoimmune diseases
| |

gynaecological
disorders

| |
haematological
disorders
| |
neurological disorders

psychiatric diseases

malignant lymphoma
of the small intestine

malnutrition

failure to thrive
abdominal distension
short stature
anaemia

dental enamel defects

malnutrition, weight loss
abdominal distension
short stature

iron deficiency anaemia
osteopenia/osteoporosis
aphthae

hair loss

$

CHILDREN

i

ADULTS

Signs

aphthae
delayed puberty
oedema

rickets

arthritis

hypertransaminasaemia

peripheral neuropathy
brittle nails

myopathy
hypertransaminasaemia
oedema

bone fracture




Diagnhosing coeliac disease

A.

Measure serum TGA-IgA and total IgA Initial stage
TGA-IgA negative

TGA-IgA positive
Refer to paediatric Gl (specialist in CD)

Initial stage

Review initial total IgA
Total IgA low®

Total IgA normal

Consider risk of false negative serology:
« low or short duration of gluten intake

- immunosuppressive medication

- extraintestinal manifestations®

Risk for false seronegativity
Consult paediatric Gl (specialist in CD)

Figure 1. Diagnostic approach in children and adolescents with CD — initial care (A, B) (Husby et al. J Pediatr Gastroenterol Nutr. 2020).
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Review the results of the initial TGA-IgA antibodies? Specialist care

Discuss diagnostic pathways with the family3
Discrepant serology

TGA-IgA positive

TGA-IgA <10xULN#“

TGA-IgA 210xULN
Test for EMA (separate blood sample)

Biopsy - See C

EMA-IgA negative

EMA-IgA positive

CD confirmed

Specialist care

Consider HLA determination Perform IgG test (TGA, EMA, DGP)

EMA-IgA positive

possible IgG tests negative Biopsy - See C
Consider risk of false negative serology

CD unlikely,
consider
other diagnosis

Follow and retest
on a normal gluten
intake, consider
biopsy




Specialist care

. . . Revise quality & orientation of the biopsy
>4 biopsies from distal duodenum Consult experienced pathologist
and 21 from bulb

€D confirmed :)dar§h 0 (normal) or marsh 1 (only increased IEL) confirmed and positive serology.
ptions
- Consider consultation with a CD expert center
- Consider false positive TGA result and test for EMA (if positive = potential CD)
* Consider additional tests (HLA, TGA deposits, etc.)
- Follow and retest on a normal gluten intake
* Consider relevance of symptoms

Footnotes
1. Other than TGA-IgA, including point-of-care tests (POCT) and DGP.

2.Check the value also in relation to the cut-off and repeat the test if questionable or borderline. No need to retest if done with validated assay
with calibration curve. Test with conventional TGA-IgA test if positive POCT and TGA has not been measured quantitatively.

3.Convey the message that the diagnosis of coeliac disease with or without biopsy confirms the need for a lifelong gluten-free det and that
re-evaluation after introduction of the diet would need prolonged re-exposure to gluten with a series of further investigations

4. If TGA-IgA is only borderline positive confirm sufficient gluten intake and considerer re-testing of TGA-IgA and EMA
5. Low for age or <0.2 g/l above the age of 3 years.

6. For example, dermatitis herpetiformis, in which serology is frequently negative.
7. The cut-off for normal numbers of IEL is >25 cells/100 enterocytes.

Figure 2. Diagnostic approach in children and adolescents with CD —specialist care (A, B, C) (Husby et al. J Pediatr Gastroenterol Nutr. 2020).
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Department of Pediatrics, Rijnstate Hospital Arnhem, the Netherlands

Coeliac disease and diet adherence

Coeliac disease is treated with a gluten-free diet. This diet restores the damaged intestinal mucosa and improves
symptoms in most patients. Since the diet should be followed very strictly and gluten can be present in many
kinds of foods and non-foods, referral to a dietician specialized in coeliac disease should be organised at diagnosis.

The gluten-free diet may be difficult to follow and may lead to
social constraints due to the fear of gluten exposure outside
one’s own household. Dietary adherence is known to differ be-
tween individual patients, with non-compliance varying from
25-50% in children and adolescents. Intentional and uninten-
tional gluten exposure can have multiple causes.

Unintentional exposure is mostly due to cross-contamination
taking place during food preparation or during meals with oth-
er people eating gluten at the same time. It can also be due to
insufficient labelling of food products or inadequate reading
of these labels. Intentional gluten exposure is more likely to
occur in patients who lack symptoms when consuming glu-
ten. It may also occur in adolescence, with peer pressure and
risk behaviour causing dietary transgressions. It is also known
that transition from childhood to adulthood leads to increased
non-compliance, possibly due to lack of medical care since
many patients get lost to follow-up.

In most patients, diet adherence is evaluated during follow-up
by their medical doctor or dietician. Common opinion is that it
is best assessed by a dietary review in combination with labora-
tory tests measuring the coeliac specific antibodies. These an-
tibodies are known to disappear on a gluten-free diet, usually
taking 12-24 months to disappear completely. One should not
rely on blood tests alone, since they are not sensitive enough by

itself to detect dietary transgressions in children with coeliac
disease. Short dietary questionnaires have been developed in-
stead of the time-consuming dietary reviews, but unfortunate-
ly these short questionnaires don't detect all transgressions. A
promising new tool is the detection of gliadin immunogenic
peptides (the so-called GIPs). If ingested, gluten is excreted
through the stool or urine, which can be measured. GIPs could
be helpful for example in patients with declining but still posi-
tive coeliac antibodies after 2 years or in patients who question
their own diet or still have complaints even though they follow
the gluten-free diet. However, whether or not GIPs will be use-
ful in daily practice depends on more information about the re-
lationship between the quantity of and time between ingested
and excreted gluten in stool/urine.




Maria Luisa Mearin,

Department of Paediatrics, Leiden University Medical Center, Leiden, the Netherlands

Coeliac Disease Secondary Prevention

by Early Diagnosis

Coeliac disease is a common disorder. Research data shows that approximately one percent of the general

population has coeliac disease.

This means that, in the European Union alone, at least 5 million
people suffer from coeliac disease. However, this is not reflected
in the statistics on the number of diagnoses. Epidemiological
data indicate that for every child diagnosed with coeliac disease
there are at least seven undiagnosed. In addition, the diagnosis of
coeliac disease is often made too late and many patients report a
delay in diagnosis that may last for years. This all results in a large
number of people with undiagnosed, and thus untreated, coeliac
disease.

Untreated coeliac disease results in serious health problems. This
has been demonstrated, among other studies, in the analysis of
the data from six-year-old children from the general population,
participating in the “Generation Rotterdam” project. Undiag-
nosed, and therefore untreated, coeliac disease in these children
resulted in osteopenia, growth retardation, emotional prob-
lems, and disturbances in attention and behaviour. In pregnant
women, undiagnosed coeliac disease resulted in reduced foetal
growth and low new-born weight.

Why is the Diagnosis of Coeliac Disease Missed?

The problem with the diagnosis is that coeliac patients come to
the doctor with a wide array of different symptoms and signs. The
clinical picture of coeliac disease is highly variable and often diffi-

cult to recognize. First, the presenting symptoms may be gastro-
intestinal, such as chronic abdominal pain or diarrhoea, distend-
ed abdomen, weight loss, and in children, poor growth. Second,
the disease can manifest itself with extra-abdominal symptoms,
for example, with joint pain, neurological disorders, osteoporo-
sis or anaemia. Third, there are patients who have non-specific
symptoms, such as chronic fatigue. Furthermore, coeliac disease
can be asymptomatic. In summary, making a clinical diagnosis of
coeliac disease is not easy and physicians must be aware of many
symptoms and signs that may be associated with it.

Diagnosis of Coeliac Disease: Biomarkers in Serum and
Blood Tests

The presence of specific antibodies in the blood and serum of
people with coeliac disease, such as antibodies against the en-
zyme tissue-transglutaminase (TGA test) and against endomysi-
um (EMA test) makes the diagnosis possible by means of non-in-
vasive laboratory tests. The reliability of both tests is very high and
levels of TGA equal to or greater than 10 times the upper limit of
normal levels correlate with severe gluten-dependent alterations
of the small bowel mucosa.

Point-of-care (POC) tests offer a promising way to determine TGA
quickly and efficiently, however they should not replace more re-



liable serological tests. With these rapid tests, a doctor can
de-termine with high probability if someone has coeliac disease
in a droplet of blood in about 10 minutes, without special
laboratory facilities. These POC tests thus open the possibility
of early de-tection and treatment of coeliac disease on a large
scale, even in entire population groups. That is, the possibility of
secondary pre-vention of coeliac disease through its detection
and treatment in early stages.

Secondary Prevention by Screening of the General
Population

The most effective form of secondary prevention is general
pop-ulation screening. However, population screening is
subject to very strict conditions, the so-called Wilson and
Jungner criteria. In addition, scientific evidence on the cost-
effectivity of such screening and on its acceptance by the
population is scarce. For this reason, a research group from
the Netherlands started the project GLUTENSCREEN - Coeliac
disease screening in Child Preventive Care Centers in the
Netherlands. The intention was to establish a mini-screening for
coeliac disease in the general pop-ulation of children aged 1to 4
years in the Kennemerland region in North-Holland. However,
the project was not approved by the Leiden University Medical
Center Ethics Committee, nor by the National Human
Research Committee. The arguments referred to were based
on the fact that in a general population screening
asymptomatic coeliac cases are also detected. According to
the committees, this group of people represents an ethical
problem. In asymptomatic subjects diagnosed by screening,
there would be no balance between the expected health
benefits after treat-ment and the disadvantage of knowing that
they are affected by a chronic disease. However, the Leiden
University Medical Center Ethics Committee judged that there
was sufficient scientific ev-idence to approve the early
detection of coeliac disease in undi-agnosed symptomatic
children, that is, a “case-finding” project, instead of screening.

“Case-finding” as an Alternative to Screening for
Secondary Prevention of Coeliac Disease

The original project was adapted to the current GLUTENSCREEN
(www.glutenscreen.nl). In GLUTENSCREEN, parents and children
between 12 months and 4 years of age who visit a Child
Preventive Care Center in the Kennemerland region are

invited to participate. Participation is simple:
Parents answer ten questions about coeliac
disease-related symptoms. If the child has
one or more of the symptoms a rapid

POC test for coeliac disease is done after
parental consent. If the test is abnor-

mal, the child is referred to the Leiden
University Medical Center for a definitive
diagnosis following official guidelines.

The implementation of the
GLUTENSCREEN project is
above expectations. Since

its start in February 2019

till November 2020 (with
interruption of 5 months due
to the COVIDI19 pandemic), the
rapid coeliac disease test was
performed in 1,923 children.
The expected detection

rate was 1% of coeliac cases,
but the preliminary results
show 2 % detection. The
purpose of this project is to
demonstrate that this form of
secondary prevention of coeliac
disease is feasible, efficient,
cost-effective, and well accepted
by the population.




Other gluten-related medical

conditions

Lately, it has become clear that in addition to patients with coeliac disease and wheat allergy there are also
people who react to gluten without proven allergic or autoimmune mechanisms.

Wheat allergy

Wheat is one of the most commmon allergens and wheat allergy
is an undesirable immune response to wheat protein (albumin,
globulin, gliadin and glutenin) which results in the develop-
ment of respiratory or gastrointestinal symptoms or some-
times even systemic reactions. The incidence of proven wheat
allergy is estimated to be about 0.4-9%.

Wheat allergy is a condition different from coeliac disease.
Gluten allergy is actually allergy to wheat since it is a protein
specific for wheat. If a person allergic to wheat eats food that
contains gluten, following reactions can follow:

- rapid onset reaction: urticaria (hives), angioedema (swelling of

the face), breathing difficulty, nausea, and abdominal pain or
in some cases anaphylaxis — a life-threatening reaction

- late reactions that occur after 24 hours of ingestion (digestive
symptoms, skin changes).
Wheat allergy is treated by avoiding wheat in the diet.

Non-coeliac gluten sensitivity

Lately, it has become clear that in addition to patients with coe-
liac disease and wheat allergy there are also people who react
to gluten without proven allergic or autoimmune mechanismes.
This condition is generally referred to as non-coeliac hypersen-
sitivity to gluten or simply gluten hypersensitivity/ intolerance.
It was estimated that the frequency of this disorder in the gen-
eral population is 0.63-6%.

Clinically, the disease may resemble coeliac disease or wheat
allergy and may present with a number of intestinal (diarrhoea,
abdominal pain, bloating, etc.) and/or extraintestinal symp-
toms (weakness, headaches, etc.) that occur shortly after in-
gestion of food with gluten, and improve with introducing a
gluten-free diet. There is no specific test to diagnose gluten
intolerance and the diagnosis is made by double-blind place-
bo-controlled challenge after exclusion of both coeliac disease
and wheat allergy.



Coeliac disease

Wheat allergy

Definition Life-long, genetic, autoimmune
disease; gluten intake leads to damage
of the small intestinal mucosa

IMmmune response to one or more
cereal proteins (could be gluten)

Nausea, vomiting, diarrhoea,
bloating, mouth and throat irritation

(13 JJNSILEIM Diarrhoea, bloating, abdominal pain
symptoms

Extraintestinal Weight loss, stunted growth, arthritis,

symptoms osteoporosis, dermatitis, tooth
enamel damage, recurrent aphthae,
amenorrhea, infertility, joint pain,
neurological disorders

Rash, nasal congestion, eye
irritation, shortness of breath

Diagnostics Clinical picture Skin prick tests

Serological tests (total IgA and TGA) Patch tests

Small intestinal biopsy Tests to determine the concentration

of specific immunoglobulin E

Food challenge

Presence of No

Yes
auto-antibodies

NO overt damage of small intestinal
mucosa

(S ERTISG ETI Typical damage of the small intestinal
biopsy mucosa

Treatment A life-long strict gluten-free diet Strict wheat-free diet




Glossary

Anaemia - a condition where the levels of
haemoglobin (Hb) in blood are less than
normal. One of the most frequent types
of anaemia is the iron-deficiency anaemia
(iron is required for Hb synthesis).

Antibodies - protein molecules capable
of carrying out certain reactions, which
usually have a protective function.

Antibodies against tissue transglu-
taminase (TGA) - antibodies (usually IgA
class) directed against the tissue trans-
glutaminase enzyme. These antibodies
are usually present in the blood of coeliac
disease patients in the active phase of the
disease.

Antiendomysial antibodies (EMA) -
antibodies (usually IgA class) directed
against the endomysial tissue. These an-
tibodies are usually present in the blood
of coeliac disease patients in the active
phase of the disease.

Antigliadin antibodies (AGA) - antibod-
ies (IgA and IgG class) directed against
gliadin. These antibodies may be present
in the blood of coeliac disease patients in
the active phase of the disease. In com-
parison to TGA and EMA their specificity is
much lower.

Biopsy — removal of a tissue sample in
order to examine it in a variety of ways.

Deamidated gliadin peptide antibodies
(dGP Ab) - antibodies (usually IgA class)
directed against deamidated gliadin pep-
tide. These antibodies are usually present
in the blood of coeliac disease patients in
the active phase of the disease.

Dermatitis herpetiformis — a skin con-
dition characterised by itchy rash on the
skin that appear on typical locations (e.g.
elbows and knees). It is one of the possible
clinical manifestations of coeliac disease.

Gluten-free diet - the only way to treat
coeliac disease. A strict diet involves a
complete avoidance of wheat, barley, rye
and, in some coeliac disease patients,
even oats.

Higher-risk group — a group of people in
the community with a higher-than-ex-
pected risk for developing a particular
disease, which may be defined on a
measurable parameter (e.g. an inherited
genetic defect, physical attribute, lifestyle
habit etc.)

HLA system — a complex of genes located
on chromosome six, which are responsi-
ble for protein synthesis. Proteins play a
crucial role in the immunological reaction.

IgA - a subclass of antibodies (or immu-
noglobulins), found in blood and mucosal
secretions. In case of IgA deficiency, coeli-
ac disease is more common.

Intraepithelial lymphocytes - lympho-
cytes responsible for immunological
protection, found between epithelial cells
on the surface of the intestinal lining.

Lactose — milk sugar composed of one
glucose molecule and one galactose mol-
ecule. Lactose intolerance is common in
coeliac disease and may disappear com-
pletely when a gluten-free diet is adopted.

Malabsorption — reduced absorption of
nutrients as a consequence of digestive
enzymes deficiency or damaged intesti-
nal lining.

Serological markers — antibodies, which
can be detected in blood. Their presence
represents a valuable diagnostic element
in the detection of coeliac disease.

Villi — anatomical structures in the shape
of “glove-fingers” typical for a normal
intestinal lining.

Villous atrophy - a pathologic defect of
the intestinal mucosa. The villi become
shorter or even completely flattened (in
the case of complete atrophy).



Patients’ stories

The day, when our oldest daughter was diagnosed
with coeliac disease was one of the happiest days for
our family. The diagnosis of coeliac disease was among
the suspicions of doctors for the best and the least
harmful disease. We were happy that the marathon
from one doctor to another had finished, and that we
finally identified what was wrong and how we can
help our daughter to live and develop into a healthy
and happy woman. Our daughter’'s health problems
did not develop overnight as a rapid deterioration of
her health condition. The changes were very gradual,
but still not unnoticed. From the early age of two, she
had weakened immunity (hypogammaglobulinemia)
and was more prone to infections, this is why she was
managed by specialists in an allergy outpatient clinic.
To avoid diseases, she did not attend organized care
(kindergarten). Somehow our happy but quiet girl be-
came even more tired and without appetite after the
treatment of her last infection. After consultation with
her paediatrician, we did a blood count check, which
was fine. Problems with diarrhoea, malaise, pain,
constipation, or vomiting were absent. | visited the
paediatrician’s office several times a month with my
moody and tired daughter. No one thought of coeliac
disease, we were not referred to a specialist - a gas-
troenterologist. As we were blessed with a new fami-
ly member, we thought that maybe it was the lack of




acceptance of her sibling and also visit-
ed a psychologist. During the holidays
we were hoping for an improvement of
her health condition; however, she was
rapidly losing weight and her general
health was in a bad state. Fortunately,
we soon had an appointment with the

“We were
happy that the
marathon from

one doctor to
another had
finished.”

allergist, who referred us to the gastro-
enterology department. The diagno-
sis of coeliac disease was confirmed 10
days thereafter. Our girl, a patient with
coeliac disease on a strict gluten-free
diet, is now growing up and is thriving
into a healthy and happy girl. Soon her
sister and father, also coeliac patients,
joined her in the gluten-free diet.

PATIENT STORY FROM
SERBIA

Mihajlo was first diagnosed with coeli-
ac disease when he was five years old.
After about twenty days of diarrhoea,
he was referred to a gastroenterologist.
Based on his symptoms, the doctor im-
mediately suspected coeliac disease
and ordered a test for antibodies, which
were very high. Endoscopy was also
performed which confirmed that it was
a case of coeliac disease.

Since coeliac disease is genetically pre-
disposed, the doctor sent other family
members for analysis - Mihajlo's sister,
mother, and father. The results showed
that the mother was the carrier of the
gene, which increases the risk of devel-
oping coeliac disease, while the father
and sister did not carry that gene. After
further analysis, the mother was also di-
agnosed with coeliac disease. She was
surprised since, apart from always hav-
ing anaemia, she believed to be healthy.
She did not consider long-term anae-
mia as a serious health problem. Unlike
his mother, Mihajlo had many problems
before he was diagnosed. He was listless
and without energy, he made little pro-
gress, he weighed 15 kg from the third
year on, he was a head shorter than his
peers were, and he had asthma.

That all changed after the diagnosis
and elimination of gluten from their
diet. However, it was not easy. The only
advice they received from doctors was
not to eat gluten and they were given
a short brochure about coeliac disease.
They had to find out for themselves
what to eat, what foods to buy, and how
to eat properly. Fortunately, they found
out about the Association of Patients
with Coeliac Disease, where they re-
ceived great help and practical advice
for everyday life difficulties. It took a
long time for Mihajlo to recover. Anti-
bodies dropped fast, but iron values
returned to normal only after two years.
Today, Mihajlo and his mother are ex-
perts in keeping a gluten-free diet. And
most importantly - they are healthy.

“Today, Mihagjlo
and his mother
are experts

in keeping a
gluten-free
diet”.







MOTHER FROM HUNGARY

| have a son and a daughter. My son was
1 years old when his swimming trainer
suggested taking him to a doctor. He
told me that my boy works well, but still,
his muscles do not grow, and his track
results are not any better. He did not
have any gastrointestinal symptoms. We
went to see a pediatric gastroenterolo-

‘Aswimming
trainer
suggested

taking my
sontoa
doctor”,

gist and very shortly it became clear that
my son has coeliac disease. We started
the gluten-free diet and the results were
spectacular: in the next two years, he
gained 15 cm, 14 kg, and won some tro-
phies in swimming competitions!

On family screening, my daughter also
proved positive: she did not have any
symptoms either, just a very slight si-
deropenia. As a brother and sister, they
always got along very well, and they are
also “sharing” coeliac disease experi-
ences together. We did not ever have
any problems with the diet.

Today, my children are 16 and 18 years
old and can manage gluten-free shop-
ping and cooking on their own. Need-
less to say, | am very proud of both of
them.

CHRISTINA, PAEDIATRICIAN
FROM GRAZ

| am a paediatrician myself — and years
ago, when | once saw my sister-in-law
who is a bit younger than me | thought to
myself “oh, how pale and irritated her skin
looks, certainly she has too much stress
and not enough sleep”, and | booked a spa
weekend for her to have her pampered
with some expensive beauty treatments.

However, before heading for the lovely
spa she saw her physician who diagnosed
substantial iron deficiency anaemia and
sent her upfront for endoscopy: her coe-
liac disease was diagnosed right then and
there!
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Soon after that, her first-degree relatives
had a blood test done and one brother
was found to be positive. He had suffered
foryears from “irritable bowel syndrome”!

Therefore, please remember: pale and
“cracked” skin might not only be a sign
of a stressful life but may also be a con-
sequence of iron deficiency, an impor-
tant sign of coeliac disease!

On a gluten-free diet, my sister-in-law fi-
nally has lovely skin again. And she now
wants to take on the spa treatments |
offered.

“Pale and
“cracked”
skin might

be a sign
of coeliac
disease’.







| was diagnosed with coeliac disease at
the age of 30, and | can say that it was
one of the happiest days of my life. If you
are wondering why, continue reading to
get introduced to that quiet, changing,
cocooned, and above all painful coeliac
disease! For as long as | can remember, |
have been listening to my parents’ stories
about how by the age of 7 | didn't have
any appetite and the only thing | would
eat was fruit. In that period of my life, while
running around carelessly with friends
| fainted, and in the hospital, | was later
diagnosed with epilepsy. | was given an-
tiepileptic drugs to keep the illness under
control. | also remember the pain in my
lower limbs. The doctor explained that |
grew quickly and that was completely nor-
mal. The problem was that the pain was so
strong that | could not sleep at night. | was
doing many sports and was very active, al-
most hyperactive. There was not a month
during the year when | did not have aph-
thae in my mouth, | was losing my hair,
and after childbirth, | was experiencing
enormous mood swings and lack of con-
centration. Revolution caused by genetic
tests for coeliac disease. The biggest prob-
lem was the leg pain | was experiencing. In
my twenties, | begged the doctors to find
the cause of the pain and the weakness
that | was experiencing daily. The pain was
getting stronger, my knees were shaking,
| could barely walk up the stairs, even just

walking was exhausting. Sometimes | just
couldn’'t get out of the bed, even if my
baby was crying in need of his mother. All
the hospitals and medical examinations
were not able to determine the nature
of my problem. | was told to check with
a clinic in the USA to improve my health.
| decided to stay brave and to believe
that | was young enough to get through
everything, even though that period of my
life when | was taking painkillers daily just
to get through the day. | also decided to
completely ignore the comments of my
friends and colleagues that maybe | was
suffering fromm multiple sclerosis. In the
second decade of my life, | gave birth to

two children, both diagnosed with coeliac
disease (in infancy). While the genetic test-
ing for coeliac disease was non-existent
in my country at that time, my husband
and | both underwent testing for coeli-
ac disease-specific antibodies to maybe
discover the coeliac disease, but we were
both negative. One day we received an
invitation for genetic testing which we
gladly accepted hoping to find answers
to our questions. My results came in pos-
itive (the presence of HLA-DQ2 and DQ8

was established). | repeated the serology,
which also came positive at this time, as
well as the small intestine biopsy, to round
up the whole story. | immediately started
with the gluten-free diet. The antibodies
decreased over the years. The pain started
to fade slowly. It was only 5 years after the
strict and persistent gluten-free diet that
my results came in negative. For so many
years | lived my life in pain, got the wrong
diagnosis, and took the wrong therapy. Af-
ter starting the gluten-free diet the pain in
my muscles and joints disappeared, along
with long and painful menstrual bleeding
and aphthae. Finally, | was calm enough to
continue my life. My diet consists of gro-
ceries, which do not contain gluten nat-
urally, and my mission became to raise
the quality of life of people suffering from
coeliac disease! In the end, | would like to
say that coeliac disease wasn't even con-
sidered a possibility in the adult popula-
tion at the end of the last and the start of
this century if it wasn't manifested with
clear symptoms: stomach ache, diarrhoea,
vomiting. Today, | can say that genetic
testing contributed a lot to discovering
coeliac disease in family members and
first relatives of the diseased, as well as to
many people whose coeliac disease was
completely asymptomatic. We cannot
give up on educating patients and medi-
cal staff and raising awareness about coe-
liac disease as a quiet epidemic that car-
ries a lot more diseases and weak states of
our organism.



%




THE STORY OF ANNA
(CZECH REPUBLIC)

My daughter Anna was diagnosed with
coeliac disease in October 2020, two
months before her tenth birthday. | felt
desperate, realizing that she has proba-
bly suffered from the disease since she
was born and that none of the physi-
cians, who have seen her in the past ten
years, including a fair number of gas-
troenterologists, could ever identify her
health problem. Although the symptoms
she had could give the doctors the idea,
no one thought of coeliac disease.

When | complained to the paediatrician
that | did not like the look of Anna's stools,
light in colour, sometimes greenish, with
mucus and residues of undigested food,
she just waved it away. She claimed it was
just slow digestion. My daughter's con-
spicuous paleness made the doctor check
for possible anaemia, but that was all.

Similarly, no one noticed her distended
abdomen even when she was a baby.
She had been diagnosed with low mus-
cle tone and Vojta therapy was applied
on her, but no one searched for the un-
derlying condition. Even for the paedi-
atric gastroenterologist that we used to
see, coeliac disease was completely out
of focus, even when he examined her
stools for the presence of pathogens.

Anna often had hiccups as a newborn

baby, and then belching and bad breath,
especially after she woke up, and finally,
gastroesophageal reflux (GER) was di-
agnosed when she was nine years old.
However, no one investigated whether
this problem is due to coeliac disease,
which often happens.

Coeliac disease was identified by chance.
We were looking for a new paediatric
gastroenterologist and chose the facil-
ity at the General University Hospital
in Prague, where we got a friendly wel-
come. Luckily, we were in the capable
hands of a real expert, dr. Peter Szitanyi,
who after having just a glance at Anna
suspected she might suffer from coeliac
disease. We made an appointment with
him as we wanted to confirm the diag-
nosis of GER because in the summer of
2020 she experienced nausea and vomit-
ing. Doctor Szitanyi referred us for a gas-
troscopy to exclude esophagitis. In addi-
tion, he ordered blood tests as well, and
these “unfortunately” revealed the pres-
ence of a low titre of antibodies against
coeliac disease (TGA). The diagnosis, in
that case, should only be confirmed by
endoscopy. Immediately after histolog-
ical confirmation of the diagnosis, we
put Anna on a strict gluten-free diet, and
now we are trying to adapt to this new
situation in our life.

It never crossed my mind that Anna
might suffer from this disease, and | have
difficulties accepting that no one would

discover that, although it might have
happened very easily. | keep thinking
about why the government has not in-
cluded coeliac disease in the obligatory
neonatal screening, which detects a lot
of diseases, including some much rarer
than this severe autoimmune disease.

| keep thinking why paediatricians who
see babies and children at regular pre-
ventive follow-ups do not focus on coe-
liac disease more, as they miss hundreds
of cases of coeliac children, which is sad
and alarming, considering how a serious
disease it is. For us, the diagnosis was
a blessing in disguise but, sadly, many
families will not receive the appropriate
medical care in time. The authorities
should definitely think about how to im-
prove this ugly situation.






I was born in the 1970s in Zagreb, Cro-
atia, and one of my first memories,
among playing and having fun, were
serious digestive issues and complica-
tions. My family got rid of all the carpets
fromm our apartment, as my vomiting
was frequent and often unpredictable.
| also remember that | attended numer-
ous different medical examinations. |
was told by my parents that doctors
were taking my blood to regularly check
it since | was an anaemic little child. Al-
though many different examinations
were made, doctors concluded that |
was physically healthy but under a lot of
stress, because my parents were in the
middle of a divorce and that their sepa-
ration was the main issue of my diges-
tive problems.

During my childhood and adolescence,
| often felt nauseous, tired, and fre-
guent vomiting was still part of my life. |
adored playing sports and was good at
karate, but when training for more se-
rious competitions began, | could not
keep the pace - mornings after intense
training sessions, | could not get out of
bed, but the good thing is that | did not
quit karate until late college years.

When | started working, at least once
every few weeks | was so sick and vom-

iting that | could not come to work. | still
remember my first boss telling me “Hey,
you should seriously check your health”.
| was 27 years old at that time.

As | was getting older, | began to have
ataxia and a lot of pain in my joints,
the big ones and the small ones, too. |
remember my ankles used to hurt so
much and | had awful pain in my finger
joints, so | could not walk. | had a Waal-
er-Rose test, which turned out negative.
Besides frequent vomiting, constant
nausea, and joint pain my blood work
indicated smaller than normal MCV and
low thrombocytes. When | complained
to my doctor, | got the explanation that
| am genetically different from others
and that | should visit a mental thera-
pist to help me with my hypochondria.
The good thing was that | was exercis-
ing regularly and | tried to stay physical-
ly active. At that time, other areas of my
life were more than fine; | had a good
job and | met a wonderful guy who has,
later on, become my beloved husband.

At the end of 2011, just as | accepted that
I will live forever with vomiting and pain,
a solution for my trouble arose, and it
was in the form of a food intolerance
test. Because of the candida overgrowth
in my body, a homeopathic doctor pre-
scribed a very strict diet, which | had to
follow for 6 months: | had to cut out glu-
ten, sugar, dairy, beans, and fruits. And
after a few weeks of that diet, a miracle

happened - for the first time in my life,
| felt really good. | had no pain, no vom-
iting, no nausea, and had lots of energy
and my strength in sports (especially in
windsurfing) became obvious. My skin
cleared up; my bloating disappeared... |
was happy, optimistic and enjoyed be-
ing in my body.

Soon after stopping with the diet and
starting to eat normally, all of my symp-
toms came back, worse than ever. Dur-
ing 3 weeks | lost 7kg, | looked pale
and felt so weak | could not go to work
or even walk my dog. | was tested for
parasites and bacterial infections and
everything was fine, except | was feel-
ing awful.

The good thing was | was curious about
what was happening to me and | start-
ed reading about coeliac disease and
reading the symptoms. It was the year
2012 and coeliac disease in adults in



Croatia was something unfamiliar
to most of the family doctors and
general population. Encouraged
with a period of feeling good |
was persistent and went to take a
screening test for coeliac disease
in Croatia and after that, | was ex-
amined at the University Hospital
Centre Zagreb and finally got a
diagnosis and confirmation that
vomiting and nausea weren't only
in my head and that this is a real,
but manageable disease.

Following a strict gluten-free diet,
since 2012 resulted in improving
my overall health, my pain and
nausea went away and life be-
came much better without regu-
lar vomiting. | feel much stronger
and | have a positive outlook on
life. A year or two after starting
a gluten-free diet | was able to
drink yogurt again :), and now-
adays | can even drink a glass of
milk without getting diarrhoea.

Living with coeliac disease and
following a strict gluten-free diet
is not easy, as it may seem at a
first glance. The way we eat af-
fects our family and friends and
dictates many activities - almost
every social event includes food
and we have to plan our every
meal. Some people in our lives
are caring and understanding

and others see us as picky and
demanding. One doctor told me
“You can't have coeliac disease,
you look fit and strong”,
“Yes, | do, but | am fol-
lowing a gluten-free
diet, it wasn't always
like that”, | replied.

There is a lot of misin-
formation about coeli-
ac disease out there and
there is a huge amount
of space for raising aware-
ness and helping children
and adults and their families to
get the diagnosis on time and to
encourage them to stick to the
gluten-free diet. | consider my-
self lucky because after being
diagnosed at the age of 38 and
removing gluten from my diet |
regained good overall health. The
major problem is weight gain and
| was diagnosed with a serious vi-
tamin D deficit, which | managed
to cure with proper supplemen-
tation.

To help others, | joined CeliVita -
Living with coeliac disease as a
volunteer. | hope that unrecog-
nized patients with coeliac dis-
ease can benefit from my experi-
ence and | can spread awareness
about being diagnosed and living
on a strict gluten-free diet.




IGOR, PEDIATRICIAN FROM
MARIBOR

| was diagnosed with coeliac disease at
the age of 44. For many years, | had nu-
merous symptoms typical of coeliac dis-
ease, from unbearable abdominal pain,
diarrhoea, constant bloating, anaemia,
fatigue, and infections all the time. Since
| have had insulin-dependent diabetes
for thirty years, this diagnosis of coe-
> liac disease should be slightly
more expected. The condi-
tion was staring me in the
face, | just did not see it. As |
am a paediatrician who knows
about the symptoms | should
have got it sorted out sooner. In addition,
| know some eminent experts, who are
treating the disease in their daily work.
A few years before my diagnosis, | was
traveling to a gastroenterological con-
gress with a colleague expert in the field
of coeliac disease. | suffered from severe
pain, cramping, bloating, and diarrhoea
at the time, especially when | had eaten
a good breakfast of fresh rolls, but we did
not see the obvious. In defense of my ex-
pert friend, my coeliac test had been re-
peatedly reported as negative. Afterward,
additional problems developed. Both
of my ankles were swollen, my anae-
mia was severe, and iron supplements
did not help. Then another colleague of
mine saved me and made the diagnosis.
My serological tests were negative before

because | also have an IgA deficiency.
Now, | am on a gluten-free diet, | am 15
kg heavier than when | first started. | feel
good, without any medical problems. It is
hard when | pass the bakery and there is
a delicious smell of freshly baked bread,
though. It is also hard when | am in the
hotel where they have breakfast with 15
types of delicious bread and bread rolls.
Reading labels can be difficult, especially
if you need glasses for small print like me.
However, it is worth it. | accepted the di-
agnosis of coeliac disease relatively easily,
and | am now accustomed to my chron-

“The condition
was staring me

in the face, | just
didn’t see it.”

ic condition. This is also probably true
because my health is incomparable to
that of five years ago. | make gluten-free
bread myself. | miss an occasional dough-
nut for carnival and | miss the Bled cream
cake. Nowadays, there is a better variety
of gluten-free products available on the
market. Unfortunately, gluten-free prod-
ucts are relatively expensive, which can
be a big problem.



About the CD SKILLS project

CD SKILLS project is addressing existing challenges of healthcare sector in
coeliac disease management in the Danube region.

Coeliac disease is a lifelong systemic reaction
against gluten found in wheat, barley and rye. It
can occur at any age, but usually starts in early
childhood. Women are affected twice as com-
mon as men. Without a very strict exclusion
diet severe complications can develop. More
than 1% of population (about 1.2 million) in the
Danube region could have coeliac disease, with
much larger population affected indirectly. It
has an impact on families and friends, as well as
on childcare institutions, food producers, cater-
ing service, and especially on healthcare sector.
About 80% of patients are diagnosed with long
delay or remain undiagnosed, increasing a risk
of complications, resulting in high morbidity
and mortality, low school performance and high
work absenteeism. This has important negative
impact on sustainability of healthcare sector and
society. Possible reasons are low awareness and
knowledge about the disease, limited access to
diagnostic tools, limited opportunities for inno-
vative learning and inefficient information ex-
change.

CD SKILLS project aims to overcome these short-
comings to ensure sustainable public healthcare

sector, which will efficiently meet health related
and social needs of patients and general public
affected by coeliac disease.

Important initial activity of the project is the as-
sessment of regional practices in CD manage-
ment, which will be followed by introduction of
innovative learning strategy combining tradi-
tional lectures and modern e-tools, supported by
the new information exchange platform, devel-
opment of efficient disease detection strategies,
and testing of innovative pilot services focusing
on early detection and improved diagnosis of
the disease and its complications and improve-
ment of patients’ quality of life.

The main long-term goals of the project are im-
provement of the knowledge, skills and compe-
tences of health care professionals and patients
as well as other stakeholders and increased ca-
pacity of healthcare service in the Danube re-
gion to better meet the needs of coeliac disease
patients and to improve their quality of life.

More about the project:
http://mwww.interreg-danube.eu/
approved-projects/cd-skills
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About the partnership

Transnational multidisciplinary partnership of the CD SKILLS project is composed of highly

competent partners with different competences and roles, including healthcare service providers, such
as university hospitals, which also serve as research, education and training institutions, patient support
organisations (NGOs), public authorities, gluten-free producers/suppliers, and professional associations
ensuring exchange of different perspectives addressing common challenges of coeliac disease.

Partners are coming from eight Danube region countries: Ro- r
mania (National Institute for Mother and Child Health Alessan- > =N s Sy
drescu-Rusescu ), Czech Republic (General University Hospital in )
Prague), Croatia (Children's Hospital Zagreb and CeliVita - Living
with Celiac Disease), Serbia (University Children's Hospital and Ser-
bian Coeliac Society), Moldova (“Nicolae Testemitanu” State Univer-
sity of Medicine and Pharmacy of the Republic of Moldova, Kishi-
nau), Slovenia (University Medical Center Maribor and Municipality
of Maribor), Hungary (Heim Pal National Paediatric Institute and
University of Debrecen), Austria (Medical University of Graz) and
Germany (Ludwig Maximillian’s University Munich). Interested As-
sociated Strategic partners of the project are coming from Austria,
Bulgaria, Croatia, Hungary, Italy and Romania, and are composed
of patient organisations, gluten-free food products producer, med-
ical societies, healthcare policy makers and public authorities.

Many partners have successfully collaborated in international in-
itiatives and are known internationally for their work in the field
of coeliac disease. Partnership has been involved in many projects
addressing public service including coeliac disease related pro-
jects: Interreg CE Focus IN CD, bilateral SI-HU LQ CELIAC, FP7 CD
MEDICS, FP6 PREVENTCD, MediCel, ProCeDE, Trans-2-Care, and
many others.




University Medical Centre Maribor, Slovenia

The University Medical Centre (UMC) Maribor is a public healthcare
institution providing secondary and tertiary healthcare services in
north-eastern Slovenia. It is a research organization that also serves
as an educational and training institution for future healthcare pro-
fessionals. The UMC Maribor employs approximately 3,500 people,
of which around 600 are medical doctors and around 1,800 associ-
ated healthcare professionals. Annually, about 60,000 patients are
treated as inpatients and almost 400,000 as outpatients in different
sub-specialty units. Its Medical Emergency Unit is a professionally
and organizationally homogeneous unit providing non-stop 24-hour
medical care. In addition to healthcare services, the UMC Maribor is
included in research projects and cooperates with major research
centres at the national and international levels. It employs a multi-
disciplinary team of experts in different fields including the Medical
Research Department with the Project Office experienced in project
management. UMC professionals are members of the ESPGHAN
Celiac Disease Working Group. Paediatric Department UMC MB has
been involved in many national and international coeliac disease-re-
lated projects LQ CELIAC, Focus IN CD, CD-MEDICS, PreventCD, Pro-
CeDe, and others. https://www.ukc-mb.si/

Municipality of Maribor, Slovenia

City Municipality of Maribor (MOM) is a self-governing local commu-
nity consisting of the city of Maribor and 33 other settlements. It is
the second biggest city in Slovenia. In the field of health, we are re-
sponsible for social security, health protection, and family matters, for
elderly care, health insurance for citizens without insurance, award-
ing scholarships, for awarding concessions in the field of health and

Project
partners

pharmacy services. The city municipality is also the founder of many
public institutions. In the last few years, we have been actively in-
volved in mainly soft-measure European projects in the field of pre-
ventive health care. We have been a lead partner in bilateral Sloveni-
an — Hungarian project LQ — CELIAC as well as in Focus IN CD project
(Interreg Central Europe programme) with the main aim to increase
the quality of life of celiac disease patients and to raise awareness
among professionals and the general public. The Office of project
development is focused on the preparation of project applications,
management, implementation, and reporting of European projects.
https://www.maribor.si/

Medical University of Graz, Austria

The Medical University of Graz (MUG) was founded in 2004, originat-
ing from the previous Medical Faculty of centuries-old Karl-Fran-
zen's-Universitat: Approximately 2,500 employees are working here
in academic and non-academic areas and over 4,300 students are
enrolled in diploma (medicine, dentistry, nursing science) and doc-
toral programs (medical science), with PhD-programs as a hub of
innovative and high-end medicine. The MUG research community
bundles its innovative capacity in four research fields and the gener-
al approach of sustainable health research. The Centres for “Medical
Research” and “Knowledge and Technology Transfer in Medicine”,
the Biobank Graz (with > 20 million biological samples), and many
other facilities provide a perfect research infrastructure. Students,
instructors, and staff learn and work together according to the prin-
ciples of the biopsychosocial model, which places the person with all
his or her needs at the centre of attention. Not only do students gain
from expert knowledge, so does the whole population, thus taking
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advantage of a great range of knowledge, also in the context of me-
dia coverage and a great number of events. Postgraduate education
for doctors and other target groups completes this broad range of
services. https://www.medunigraz.at/en/

University Children's Hospital Belgrade, Serbia

One of the most important medical institutions not only in Serbia
but also in the region, the University Children’'s Hospital in Belgrade
was founded in 1924 under the leadership of Professor Franz Gro-
er, an eminent associate of Vienna's School of Paediatrics. Later, in
1926, Professor Matija Ambrozi¢, also from the Vienna School, was
appointed head. The first Department of Paediatric Surgery was
founded by MD Dimitrije Jovi¢i¢, who had trained in France and was
the first qualified paediatric surgeon in Serbia. In its first three years,
the Children’s Clinic was located in a private building in Kneza Milosa
Street and had four rooms. Construction began on a new building
on 4th October 1936 by Royal Decree of King Petar Karadjordjevic¢
and under the highest protection of Her Majesty Queen Marija. To-
day, the building is classified as a cultural monument. For more than
90 years, the University Children’s Hospital has been a centre for the
provision of specialized care and treatment in all areas of paediatrics
and paediatric surgery, for the education and training of students
from the University of Belgrade's School of Medicine, and scientific
research.

http://tirsova.rs/

Children’s Hospital Zagreb, Croatia

Children’s Hospital Zagreb is a unique tertiary healthcare institution
for children in Croatia. Since 1997, its Department for paediatric gas-
troenterology and nutrition has been the Referral Centre of the Cro-
atian Ministry of Health for children with gastrointestinal disorders
and specific nutritional requirements. The team includes paediatric
gastroenterologists, dietitians, psychologists, working therapists,
and nurse specialists. The centre is fully equipped for all necessary
diagnostic procedures and various treatment modalities, including
enteral and parenteral nutrition. Concerning celiac disease, this de-
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partment runs the Croatian largest clinic for paediatric celiac disease
patients with about 20-30 newly diagnosed patients per year. The
team members have participated in the work of the ESPGHAN Celiac
disease Working Group and in several national (Screening for celiac
disease in first-grade school children) and international projects on
celiac disease (PreventCD, ProCeDe, MediCel). https:/mww.kdb.hr/

General University Hospital in Prague, Czech Republic

General University Hospital in Prague (GUHP) is one of the larg-
est hospitals in the Czech Republic. Together with the 1st Faculty
of Medicine of Charles University, it creates a broad base not only
for diagnostic, therapeutic, and nursing care but also for teaching,
science, and research. The Department of Paediatrics and Inherit-
ed Metabolic Disorders represents the Centre of excellence for chil-
dren with metabolic, rheumatologic, inflammmatory bowel disease,
and other gastrointestinal disorders, and for children with specific
nutritional requirements. A multidisciplinary approach is a part of
daily routine. The team includes paediatric gastroenterologists, di-
etitians, and nurse specialists. The centre fully covers all diagnostic
and therapeutic procedures, including endoscopy, enteral and par-
enteral nutrition. Concerning Celiac disease, this department runs
the country's largest clinic for paediatric Celiac disease patients, with
about 100 newly diagnosed patients each year. The employees are
members of the ESPGHAN and actively participate in different inter-
national projects. https://www.vfn.cz/

Serbian Coeliac Society, Serbia

Serbian Coeliac Society was founded in 2005 by a group of mothers
with coeliac children. The main motive was lack of knowledge about
the disease, educational material, counseling about the gluten-free
diet, and difficulties in finding safe gluten-free food products. Since
then, the association has grown into a national organization that
works closely with associations in the region and Europe, doctors,
scientists, and other experts as well as the institutions and organiza-
tions in the field of food production. The Serbian Coeliac Society has
been an AOECS member since 2008. Our goal is to ensure that we



live in an educated, well-aware society where early detection and di-
agnosis of coeliac disease is possible, followed by labeled, safe food,
at a price available for our patients.

www.celijakija.rs

National Institute for Mother and Child Health
Alessandrescu-Rusescu, Romania

The National Institute for Mother and Child Health “Alessandrescu
Rusescu” Bucharest (INSMC) is one of the institutes of the Ministry
of Health in Romania with expertise in population research in the
field of maternal and child health status. In the field of population
research, INSMC collaborates with international institutions (United
Nations Children’s Fund, United Nations Population Fund, Center
for Celiac Disease (CD) Control USA, US Agency for International De-
velopment). INSMC research led to health policies by the Ministry of
Health in Romania and the research results were used as reference
data by international organizations (WHO). INSMC includes 2 Uni-
versity Clinical Departments (CGynaecology and Paediatrics) as part
of the University of Medicine and Pharmacy “Carol Davila” Bucharest
and 4 National and Regional Centres focused on specific medical
fields: Materno-Foetal Medicine Centre, Cystic Fibrosis Centre, CD
Centre, and Clinical Genetics Centre. The CD Centre is a tertiary cen-
tre focused on CD diagnosis, management, providing medical care,
educational programs for professionals and the general population,
and running clinical research in collaborative national and interna-
tional networks.

https:/mww.insmc.ro/

CeliVita - Living with Celiac Disease, Croatia

CeliVita is a patient association founded in 2014, to protect health
and improve the overall life quality of people who suffer from Celiac
disease, wheat allergy, and gluten sensitivity. CeliVita has members
from all over Croatia, as well as a branch office in the Slavonia re-
gion. Its activities are focused on raising awareness about CD, as a
general health problem, but also on providing practical help to the

patients and family members. Its volunteers provide comprehensive
support and tools, necessary for successfully overcoming everyday
challenges and maintaining a proper gluten-free diet. Preserving
the overall physical and mental health of those affected, including
family members is one of CeliVita's missions. Support provided by
the association includes counseling about gluten-free diet imple-
mentation and legal rights, educating about CD and risk factors for
complications, cooking classes, nutritional and psychological work-
shops and lectures, manuals, and brochures, raising awareness pro-
grams in nurseries and schools, members meetings, and gatherings
and many other activities. CeliVita's s members enjoy many benefits
from various partnerships.

https://mwww.celivita.hr/

Heim Pal National Paediatric Institute, Hungary

Heim Pal National Institute of Paediatrics, Budapest is a multidisci-
plinary children’s hospital for specialist care, which is also respon-
sible for the coordination of clinical guidelines and specialized
post-gradual teaching. The Coeliac Disease Centre is an independ-
ent department in the hospital for the integrative care of celiac dis-
ease patients and families regardless of age, which includes diagno-
sis, regular follow-up, dietetic counselling, and screening of family
members at risk. The team consists of paediatric gastroenterologists,
clinical and research nurses, full-time dieticians, and laboratory tech-
nicians. We operate an open-access outpatient facility for the direct
referral of cases from primary care and we closely collaborate with
the Department of Gastroenterology and Nephrology and with the
Department of Pathology. The Coeliac Disease Centre has its own
diagnostic laboratory providing transglutaminase and endomysial
antibody testing for 19 other institutions in the central and western
parts of the country. It also provides a second opinion on all celiac-re-
lated questions at the national level, develops management strate-
gies, and disseminates knowledge among all medical professionals.
http://heimpalkorhaz.hu/
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University of Debrecen, Hungary

The University of Debrecen is a leading teaching institution with ap-
proximately 30,000 students, 12,000 of them coming from abroad.
This represents a very good possibility for the dissemination of
knowledge and new findings. The University of Debrecen is respon-
sible for tertiary-level medical care for the whole of North-Eastern
Hungary (approx. 1.8 million inhabitants). The Coeliac Disease Study
group was founded in 2002 and consists of clinical staff at the De-
partment of Paediatrics (paediatricians, paediatric gastroenterol-
ogists, nurses, social workers) and basic researchers (biochemists,
molecular biologists), and closely cooperates with the transglutam-
inase research group at the Institute of Biochemistry and Molecular
Biology. Transglutaminase is the most important autoantigen in ce-
liac disease and also plays an important role in modern diagnosis.
Further, the group is currently investigating innovative diagnostic
tools, standardization of antibody testing, and disease features at the
cellular level. https://www.edu.unideb.hu/

Ludwig Maximilian University of Munich, Germany

Ludwig-Maximilians-Universitat (LMU) Mlnchen is a public corpo-
ration with the right to self-governance. It is one of the leading re-
search universities in Europe, with a more than 500-year-long tra-
dition. LMU Klinikum is a centre of high-tech medicine, innovation,
and medical and technical progress, at the same time has the sense
of individual care, security, and trust. The Children’s Hospital was
founded in 1846 by August Hauner and is named after him. With
15 paediatric subspecialties and paediatric surgery, it is one of the
largest tertiary academic paediatric centres in Germany. The division
of paediatric gastroenterology has high experience in Celiac Disease
(CD), and was leading and participating in several national and in-
ternational research projects on CD, e. g. the ProCeDE study, Pre-
ventCD, TEDDY, the German Celiac Registry. Together with the Child
Health Foundation, it was a partner of the Interreg program Focus In
CD, leading the work package on different online tools. https:/mwww.
Imu.de/en/
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“Nicolae Testemitanu” State University of Medicine
and Pharmacy of the Republic of Moldova

The State University of Medicine and Pharmacy "Nicolae Testemit-
anu" in Moldova is the only institution for the education of doctors
and pharmacologists in the country. It includes many departments
with 23 laboratories, 2 scientific centres, and 1200 specialists (8 ac-
ademics, 5 corresponding members of the Academy of Sciences
of Moldova, full and honorary members of academies from other
states, 172 doctors habilitated in the medical sciences, 528 doctors
in medical sciences, 15 laureates of the state award in the field of
science and technology). It offers specialized pre-university higher
education integrated into the cycle |, I, doctoral higher studies (cycle
111), postdoctoral programs in Romanian, Russian, French, and Eng-
lish (ISO 9001: 2008; since 2016 applies the ISO 9001: 2015 standard).
The University is a member of the Association of International Uni-
versities for European Medical Education (2013). Since 2019, it is inter-
nationally accredited by the World Federation of Medical Education,
an independent accreditation and evaluation agency. It collaborates
with over 90 international universities.

https://mwww.usmf.md/ro



Associated strategic partners

Health Service, Youth and Family Office, City of Graz,
Austria

The city of Graz is the second-largest city in Austria. The city is divid-
ed into 28 urban districts and is the fastest-growing region in Austria.
Graz is a statutory city (that is, a city with statutory privileges). This
is an important characteristic, as it implies that the city itself bears
full administrative responsibility for all social services. The adminis-
trative core of all preventive measures in child- and youth welfare in
Graz is the Youth and Family Office in the city’'s administrative body.
Health service is integrated into this structure. It also provides ser-
vices for public schools, kindergartens, nurseries, and day-care. The
team amongst other paediatricians includes general practitioners
and one nutritionist. The Health Service mainly provides preventive
medical check-up and medical advice services. When signing up for
nurseries, kindergarten, day-care, etc., parents have to fill in a health
form; coeliac disease is one of the interrogated points. Accompanied
by their parents, all pupils, attending a public school in Graz, under-
go a medical check-up in their first year (age about six to seven). At
this time, parents are asked again about chronic diseases, such as
coeliac disease. A further medical check-up is provided until the end
of compulsory school attendance.

https://www.graz.at/cms/beitrag/10015960/7751496/Amt_fuer_
Jugend_und_Familie.html

Romanian Association for Gluten Intolerance, Romania

Romanian Association for Gluten Intolerance (ARIG) is the nation-
al coeliac patient’s association, a non-governmental, independent
organization and its main mission is to improve the quality of life
for coeliac patients in Romania. Romanian Association for Gluten
Intolerance is a member of the Association of European Coeliac
Societies since 2018 and is running the ELS scheme for gluten-free
products since 2019 with over 600 Romanian certified gluten-free
products. ARIG focuses its activities on four main pillars: legislation
and patients’ rights, patient education and coeliac disease aware-

ness for the general public, coeliac community support, coeliac dis-
ease awareness gluten-free business sector development support.
The association’s activity is based exclusively on volunteer work since
2017. The activity of the association is supported by active coeliac
community members. https://celiac.org/eat-gluten-free/gf-services/
celiac-association-of-romania/

Bulgarian Coeliac Association, Bulgaria

Bulgarian Coeliac Association was established on 31. 3. 2009 by a di-
verse group of volunteers with coeliac disease from Bulgaria. At that
time there were only a few specialists who knew about the disease.
The association was dedicated from the very beginning to helping
people with coeliac disease and other gluten-related conditions,
get support and understanding from the commmunity, have an eas-
ier life, have access to gluten-free food. We are striving for people
with gluten-related conditions to get independent, trustworthy ad-
vice and support from the medical specialist, have more rights from
the state, and not only manage the impact of gluten, but also find
all answers to how to live well and happy with coeliac disease. The
main activities are fulfilled with the Facebook group, where people
ask questions and get answers. We regularly update it with recent
information materials for gluten-free nutrition, Celiac Disease, and
the life and obstacles for people with this entity in Europe.

We are trying to help the availability of gluten-free products and
food in more and more places. In a collaboration with municipalities
and medical specialists, we helped the introduction of a gluten-free
diet in nurseries and kindergartens in some areas in Bulgaria.

Bulgarian Society for Paediatric Gastroenterology,
Hepatology and Nutrition, Bulgaria

The Bulgarian Society for Paediatric Gastroenterology, Hepatolo-
gy and Nutrition is a voluntary, politically and socially independent
non-profit association of individual and legal entities who meet the
conditions set out in this statute, acting by the principles of the Con-
stitution of the Republic of Bulgaria and the regulation of the Law



on non-profit legal entities and the current Bulgarian legislation.
The aim of the Society to spread awareness in the area of paediat-
ric gastroenterology, hepatology, and nutrition, to stimulate the re-
search in the same field, and to disseminate this knowledge through
meetings and in other ways. The Society fulfills its goals through the
development and participation in programs, projects, and other ac-
tivities related to the activities of the society in Bulgaria and abroad
provides scholarships for training on issues of the paediatric gastro-
enterology, hepatology and nutrition, organizes congresses, sympo-
sia, workshops and provides dissemination and assistance for imple-
mentation in the country of new methods in the field of paediatric
gastroenterology, hepatology, and nutrition.

http://bulspghan.org/za-nas/

Croatian Institute of Public Health, Croatia

Croatian Institute of Public Health (CIPH) is a central public health
institute in the Republic of Croatia, founded in 1893 to promote the
health and welfare of the population. CIPH deals with public health,
health promotion and education, disease prevention, microbiology,
environmental health, school medicine, mental health care, and ad-
diction prevention. CIPH's main tasks are to plan, promote and im-
plement measures for the enhancement of population health and
reduction of health problems. It prepares and implements preven-
tion programs and other health care measures aimed at promoting
a healthy lifestyle. The Institute functions as a statistical authority,
which maintains national public health registries, supervises data
storage, and coordinates the work of other health registers. It coordi-
nates the network of regional public health institutes, actively partic-
ipates in the creation of health policy and public health regulations,
and engages in international cooperation to improve public health
and welfare.

https://Awww.hzjz.hr/

Hungarian Paediatric Gastroenterology Society,
Hungary

The organization is an umbrella society for all medical profession-
als in the field of paediatric gastroenterology in Hungary (specialist
physicians taking care of patients with celiac disease, primary care
doctors, and other HCPs, like specialized nurses and dieticians) with
significant teaching activity and dissemination potential. Further-
more, society plays important role in health care policymaking and
maintains relationships with health authorities and various industrial
partners, as well as with gastroenterologists looking after adults. The
society disseminates European guidelines and regularly comments
on new directives and various planned changes in medical practice.
Therefore, society is interested in contributing to the improvement
of diagnostic tools and diagnostic strategies for celiac disease, par-
ticularly in professional aspects. These activities and results will be
incorporated into the annual teaching activities and postgraduate
courses for HCPs and young doctors. Society is committed to pro-
moting high-quality medical care and reducing the invasiveness of
diagnostic procedures and costs.

Dr. Schér - Innovating special nutrition, Italy

Our story began in 1922 in South Tyrol, the heart of the Italian Alps,
with a vision to improve the lives of people with special nutritional
needs. Ever since the company was founded, proximity to the con-
sumer has been our guiding commitment. Our core competence
combines the specific, complex requirements placed on nutrition
with dedication and joie de vivre. Responsibility, progress, and prox-
imity are the values that give us our stability and reliability. We are
a family-run company with a global reach, with 18 sites in 11 coun-
tries and more than 1,300 employees worldwide. We are the market
leader in Gluten-Free nutrition and leverage our expertise to devel-
op new, pioneering nutrition solutions. Our products are available in
about 100 countries.

www.drschaer.com
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University Medical Centre Maribor
Paediatric Department

Ljubljanska ulica 5

2000 Maribor, Slovenia

Asst. prof. Jernej Dolinsek, MD, PhD
jernej.dolinsek@ukc-mb.si

Municipality of Maribor
Project development office
Ulica heroja Staneta 1

2000 Maribor, Slovenia
Jasmina Dolinsek, MSc
jasmina.dolinsek@maribor.si

Medical University of Graz
Department of Paediatrics and
Adolescence Medicine
Auenbruggerplatz 2

8036 Craz, Austria

Almuthe Christina Hauer, MD, PhD
almuthe.hauer@medunigraz.at

University Children's Hospital
Department of Gastroenterology,
Hepatology and Nutritional Disorders
TirSova 10

11000 Beograd, Serbia

Natasa Dragutinovi¢, MD
a.natasa78@gmail.com

Children's Hospital Zagreb
Referral Center for Pediatric
Gastroenterology and Nutrition
Klaiceva 16

10000 Zagreb, Croatia

Zrinjka Misak, MD, PhD
zrinjka.misak@gmail.com

6.

10.

Feel free to contact us
for any additional information

General University Hospital in
Prague

Department of Paediatrics and
Adolescent Medicine

U Nemochice 499/2

12808 Praha 2, Czech Republic
Peter Szitanyi, MD, PhD
peter.szitanyi@vfn.cz

Serbian Coeliac Society 12.
Vidska 1d/11

11000 Beograd, Serbia

Vesna Pavkov

vesna.pavkov@gmail.com

National Institute for Mother
and Child Health Alessandrescu-
Rusescu

Department of Paediatrics

Bdv. Lacul Tei 120

020395 Bucharest, Romania

Alina Popp, MD, PhD
stanescualina@yahoo.com

13.

CeliVita - Living with Celiac Disease
Strojarska ulica 26

10000 Zagreb, Croatia

Ida Carnohorski
zivotscelijakijomm@gmail.com

14.

Heim Pal National Paediatric
Institute

Coeliac Disease Centre

Ulloi ut. 86

1089 Budapest, Hungary
Judit Gyimesi, MD
loilko@uta.fi

University of Debrecen 15.
Medical Faculty, Department of
Paediatrics, Coeliac Disease Study

Group

Egyetem ter 1

4032 Debrecen, Hungary

IlIma Korponay-Szabo, MD, PhD
ilma.korponay-szabo@med.unideb.hu 16.

Ludwig Maximilian University of
Munich

Dr.von Hauner Children’s

Hospital, Division of Paediatric
Gastroenterology

LindwurmstraBe 4

80337 Munich, Germany

Prof. Berthold Koletzko, MD, PhD
Berthold.Koletzko@med.uni-muenchen.de
“Nicolae Testemitanu” State 18.
University of Medicine and
Pharmacy of the Republic of
Moldova

Paediatric Department

Bd. Stefan cel Mare si Sfant 165
Chisinau, Moldova

Tatiana Raba, MD
tatiana.raba@usmf.md

Dr. Schir AG / SPA

Winkelau 9

39014 Burgstall (BZ), Italy
Jacquelin Pante
Jacquelin.pante@drschaer.com
Tadej Ornik
Tadej.Ornik@drschaer.com

20.

Romanian Association for Gluten
Intolerance

Bdv. Lacul Tei 120

020395 Bucharest, Romania
Angela Stanescu
angela.stanescu@boala-celiaca.ro

Croatian Institute of Public Health
Rockefellerova ul. 12

10000 Zagreb, Croatia

Lea Pollak

lea.pollak@hzjz.hr

Bulgarian Celiac Association
Hipodruma BL.134A, VH. B, AP.108
1612 Sofia, Bulgaria

Gabriela Zlatarova
gaby.zlatarova@gmail.com

Bulgarian Society for Paediatric
Gastroenterology, Hepatology and
Nutrition

Vladoslav Varnenchik Str BL. 142, app.9
9002 Varna, Bulgaria

Miglena Georgieva, MD, PhD
mgeorgieva7@yahoo.com

Hungarian Paediatric
Gastroenterology Society

Bokay 53

1083 Budapest, Hungary

IIma Korponay-Szabo, MD, PhD
ilma.korponay-szabo@med.unideb.hu

Health Service Youth and Family
Office, City of Graz

Kaiserfeldgasse 25

8010 Graz, Austria

Ines Pamperl
ines.pamperl@stadt.graz.at
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