O1 NpwTotraBeic Avoooavetdpkeleg (MAA) atroteAolv éva guvexwg e¢eAiIcaduevo TTedio TNG laTpiKAG Kal IBIAITEPO AVTIKEINEVO
MEAETNG TNG AvoooAoyiag. ZApepa ol MAA Eetrepvouv Tig 500 diakpiTég dlaTapaxEg, vy o katdAoyog Tou PeBpouapiou 2017
mepiAapBavel 354 Euputal/eyyevi AdBn TnG avooiag / «Inborn Errors of Immunity» (Picard et al, Jan 2018,

Bousfiha et al, Jan 2018).

H xataypaen Twv aoBevwyv pe MAA og EBvikG, EupwTraikd kai AieBvEg TTITTESO €ival oNUAvTIKN YIA TIG SNUOYPAPIKEG UEAETEG,
OUUBAAAEl OTNV KOTOVONON TWV GVOCOTIABO0AOYIKWY PNXAVICHWY Kal TwV EKONAWOEWY TWV VOONUATWY, GUVTEAE BE OTIG
QavOOOAOYIKEG, YEVETIKEG KI EUPUTEPEG PEAETEG PE OTTOTEAEOUO akKpIRr BIdyvwaon Kal avaTTTugn vEwy, I8IKOTEPWYV Kal
ATTOTEAEGUATIKOTEPWY BEPATTEIWV.

'HOn amd 1n dekaetia Tou 1990, n Eupwtraiki ETaipeia Avoooavetapkelwy (European Society for Immunodeficiencies / ESID)
gekivnoe Tnv avdmtuén ocuaTruatog kataypaers Twv acBevwyv pe NMAA. H EAANGSa ATav atrod TIG TIPWTEG XWPES TTOU EVEPYWGS
ouppeteixe pe Ta TpuRpata Avogoloyiag & lotooupBardtntag, Maidiatpikég KAVIKEG kal Tnv uttooTAPIEN TNG EAANVIKAG ETaipeiag
Avoooloyiag, uttd Tnv aryida Tng oTToiag éyive TTpooTTddela avamTuéng EBvikoU dikTUou KaTtaypa@ig Twv MAA, TTou dpwg dev
£€@Tace oTo €mMOUPNTO eTTiTTESO.

To 2010 pe rpwTofoulia Tou TuAparog Avoooloyiag & laTooupBatdtntag, Noookopeio Maidwyv "H Ayia Zogia", Kévipo Avagopdg
yia MpwrtoTtrabeic Avoooavemrapkeieg-Maidiarpiky AvogoAoyia Eekivnoe cuaTnuaTikOTePn TPooTTrdbeia kataypa@ng Twv MNMAA oe
ouvepyaoia pe Tnv ESID kal pe Tpoypappa utrootnpifopevo amd tnv 1n Yyeiovouikr Mepipépeia ATTIKAG.

Apxég Tou 2015, ota TTAaioia TNG ouvepyaaiag pag pe Tnv ESID kai ye euBuvn Tng Mapiag Kavdpiou, eTTIAéXONKe n KaTaypa®n va
yiveral atnv EAAnVIK yAwaooa a1’ euBeiag atnv 1I0TooeAida Tng ESID kail va uttdpyel duvatodtnTa yvwong Twv 0ed0UEVWY TNG
XWPOG JOG €V TUVOAW,

AT TIG apxég e Tou 2015, £xovTag TNV eUTTEIPIA AAAWYV EUPWTTAIKWY XWPWV Kal yia akdun TTo aucTnpr TAPNoN TwV TTPOCWITTIKWY
oedopévwy, oe ouvepyaaia pe TNV ESID emAéXONKe n kataxwpnon Twy dedopuévwy va UTTopei va yivetal o’ éAa Ta TUAPaTa TToU
TTapakoAouBoulv acBeveig pe NMAA A Toug BepdTTovTeg laTpoug ot euBeiag oTnv 1I0TooeAida Tng ESID pe emAoyr] kal Tng EAANVIKAG
yAwaoag. Méow tng EAAnvikng ETaipeiag Avocoloyiag atreuBuvBrikaue ata Turuarta mou Adn katéypagav atnv ESID kal e0TaAn
TPOoKANGN Tpog TIg EmaTtnuovikég ETaipeiag Trou péAn Toug éxouv aaBeveig e Mpwtotrabry AvoooaveTTApKEIQ.

216X0G €ival N yvwon Twv deS0PEVWYV TNG XWPAG Hag 600 apopd aTov apiBud kai TNV katdotaon Twv acBevwv Pe MAA ev ouvolw,
BeBaiwg TAvVTOTE PE TN GUPPWYVN YVWHN Tou utreUBuvou Kévtpou / BepdtrovTog 1aTpou. 'ETal afioTroivTag Tig duvaToTnTEG TOU
AoyiopikoU Trpoypdppatog TG ESID €xel emTeuxBei n kataypa@r otnv 1IotooeAida https://cci-esid-reg.uniklinik-
freiburg.de/EERS/login/auth* kai oTnv EAANVIKA YAWOOQ (UE HETAPPOAOUEVO TO TTPWTO ETTITIESO TNG KATAYPAPNG). ZNUEIWVETOI OTI
Ta dedopéva gival uttd Tnv eubuvn TG ESID kai Tou MavemoTnuiou Tou Freiburg, Meppavia, 61mou Kai puAdacovtal, n 8¢ EAANvIKA
karaypa@n givar ev yvwael Tng Apxng MNMpootaciag Asdopévwy MNMpoowTmikou XapakThipa.

‘Ooo agopd atoug 'EAANVeEG aabeveig, TTEpav 60wV £Xouv ava@epBei, aTTWTEPOG OKOTTOG TNG KATAYPAPNG €ival va yvwpiCoupe Ta
atraitoUpeva yia Tnv éykaipn Kai akpifA didyvwaon, cuoTnuaTiKA TTapakoAouBnaon, katdAAnAn voonAeia, Bepartreia woTe va
ETMITEUXOEI N CWOTA AVTIYETWTTION Kal TO {nToUuEvo eTTiTTedO TTOIGTNTAG (WG Toug. Eival dedopévo 611 Ta dTTola atroTeAéopara -
guputrepdopara TpokUyouv Ba gival og aTevr) ouvepyaoia pe Ta KEvipa TTou KaTaypd@ouV Kal Toug BepdtrovTeg 1aTpoUG.

MpoaBAétToupe 0T OTAPIEN Kal GUPKETOXN OAwY Twv Tunudatwy, Kévrpwy, Movadwy kai laTpwv TTou diayyvwoKouy,
TTapakoAouBouv ri/kai Bepatrelouv aaBeveig pe MpwTotrabn AvogoaveTTdpKela.

Me TiuR,

Mapia I'. Kavapiou
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Tunua AvoooAoyiag - loroouuBarérnrag

Eid1k6 Kévrpo yia MNpwrorabeic AvoooaveTTAPKEIES

Kévrpo Avagopac yia lMNpwromaBeic Avoooavemrdpkeies - MNaidiarpikn AvoooAoyia
Noookoueio MNaidwv "H ATIA S0PIA"

Ekmpdowrrog tng EAAGSo¢ arnv ESID yia v Karaypaen twv lNpwromabwyv AvoooaverapKeIwV

*Tnueiwon:

Ooor ouvadeApor givar uéAn tng ESID, evvoeitar 611 Karaypd@ouv e Tov dn UTTdpxovTa KwdiKG TouS Ki av BéAouv emmiAéyouv Thv
eAnvikn yAwooa.

la Abyoug aopdAeiag, yia dooug &ev givar péAn tng ESID xpeialerair kamoia diadikaaoia yia tnv ammokTnon kwdikou mpooBaong. lNa
Aemrropépeieg ouviatdral emkoivwvia péow email (m.kanariou@gmail.com).
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