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. i (eK@UAIOTIKWV KANPOVOUIKWYV TTa0AoEWV Tou au@IBANCTPOEISH XITWVA ThG
h‘__ ¢ wxPAg knAidog kail Tou oTrTikoU veUpou) A.®.M. 099076529-A0Y KAAAIGEAX
‘ETog 15pUoswg 1989 Y’ apiBu. 7/2016 diatayr Tou Eipnvodikeiou KaAAIBEéag, TTepi TpoTroTToinong Tng
apiBy. 915/1989 amdpacn avayvwpiong Tou MpwTodikeiou ABnvwy, n oToia
34 KaTaxwpndnke pe aué. apiB. 17295 otig 26/7/2016 oto BIBAio ZwpuaTeiwv Tou
XPONIA Mpwrtodikeiou ABnvwv, eykpibnke 1o véo KataoTtaTtikd Tng MaveAArnviag ‘Evwong
Au@iBAnoTpocidotrabwy.
1989 - 2023

Eidikry motomoinon tng M.E.A. ( NMIA-MKX), wg @opéa Tapoxng Utrnpeciwv
Koivwvikig ®povTidag olpgwva pe tnv ap.118924-mep.3a.) Y.A. (PEK 6963
T B'/30-12-2022) pe 10xU yia 4 £€1n.

Aywvag yia Tnv MpdAnywn tng TupAdTnTrag. Atevifovrag To MéAAov pe Aiciodogia.

AEATIO TYNOY
NMANEAAHNIAZ ENQXHX AM®@IBAHETPOEIAOMNAGQN

EOPTAZMOZ MNMATKOXMIAX HMEPAX AM®IBAHZTPOEIAOYZ

30 ZENNTEMBPIOY 2023

MpookAnon o Spdaon yia tnv avartvén tng levetikn¢ Aiayvwonc/Tavtoroinons we
Mpoturo @povridag yia daroua rtov Jouv ue KAnpovouilkég - EkuAiotikég Madnosis tou
Au@iBAnotposidouc Xitwva kat tng Qxpag KnAidag (Inherited Retinal Dystrophys - IRDs).

Ztnv Maykoopia Huépa ApdiBAnotpoeldoug mou eival otig 30 ZemtepBpiov 2023, n Retina
International kaL ot popeic péAn tng, onwg n MNaveAAnvia Evwon AudiBAnotpoeldonabwy
(M.E.A.) mOU EKTPOCWTTOUV ATOHA TTOU TIAOXO0UV oo KAnpovouLKEC - EkpuALloTikéC MabnoeLg
tou AudiBAnotpoeldoug Xitwva kat tng Qxpd¢ KnAldag kat oL TApoXOlL UYELOVOMLKNAG
nepiBaAdng Intouv tnv edpappoyn tng Fevetikng Atayvwong kat Tautomoinong wg mpotumo
dpovtidag yia 6Aoug 6ooug emnpedloviol amd AUTEG TLG TIOAUTIAOKEG KOTOOTACELG TNG
0paong TougG.

Yniapyxouv mavw omo 300 Siadopetikd yovidia unevBuva yia tig mabnoslg IRDs, mou
ipokaAoUV SLadOopETIKOUG TUTIOUG TABACEWY, OTIOU TIOAAEG amd AUTEG TAELVOUOUVTOL WG
€€QLPETIKA OTAVLEG HE UYPNAN QVEKTTANPWTN LATPLKA avaykn. H €TepoyEveEla QUTWV TWV
ouvVONKWV KaBLOTA TIG AVAYKEG TWV acBevwy ou mAacyouv arno IRDs TTOAU CUYKEKPLUEVEG.

Ol EkduAiotikég Nabnoelg tou ApdipAnotpoeldouc Xitwva kat tng Qxpag KnAidag eival ev
EVEPYEL KATOOTAOELG KAl evw epdavilovral e€eAilelgyla ouyxpoveg Bepareieg, To dSLaotnua
TIoU pecoAaBel £wc TNV EYKpLon — avayvwpLon autwy, propei va odnynost otn Aqdn HETpwv



arnod TougacBeveig, Wote va AABOUV TEKUNPLWUEVEG amodACELG yLa Tn {wh TouG. EmMopévwg,
n Olevépyela EETACEWY YEVETLKNAG SLAYVWONG YL YEVETLK TOWUTOMOLNON TNG VOGOU OTOUG
aoBevelg, elvat éva kplolpo otolxeio yla tnv mpowOnon autng Tng maykoéouog Spaonc.

H onpacia tng yevetikng Stayvwong:
e O YeVETIKOC EAEYXOG KO N TTAPOX N YEVETLKAC CUUPBOUAEUTLKAG, UITOpOUV va 08 nyroouv
0€ LEYOAUTEPN KATAVONON TWV LOVIEAWV KANPOVOULKOTNTAG TNG KAOE mABnong armd toug
aoBeveic mou SLaBLoUV LE TIC VOOOUC OUTEC KOL TLG OLKOYEVELEG TOUG
e H yevetikn Slayvwon sivat anapaitntn npolindéOeon yia ta dtopa nmou fouv ue IRD,
woTte va AndBouv umtodn yLa EVtaln og EPEUVNTLKA TIPOYPAPUATA KOL KALVIKEG UEAETEC.

Enti tou mapovtog, n SLevépyela yeveTikn g Stayvwaong kot N Ay UmnPecLwv cUBOUAEUTLKAG
elval pla pokpa kot SuokoAn Stadikaoio kabwg:

e [oA\ol aoBeveic 6ev TMAPATIEUTOVTAL YL YEVETLKEG UTINPECLEG amd LatpoUC Kal
ETIAYYEALLOTLEG UYELOC

e oMol acBeveic Sev €xouv LoOTLUN MPOCGBacn o UTNPECLEC BEATLOTWY MPAKTLKWV
Slevépyelag YEVETIKWY e€eTACEWY yLa Tautomoinon tng IRD amod tnv omoia macyouv.

H Retina International (RI) avtipeTwTilel AUTEG TLC TIPOKANCELC LEOW TNG SECUEVONC UE TOUG
JUA\OYOUG PEAN TNG O€ TTAyKOOULO ETiMeS 0.

MEAnN TToU aVTLITPOCWIEVOUV 16 XWPEC £xouV oXedLACEL Eva 0UVOAO KABOALKWY SELKTWV, TTOU
ETUTPETOUV TN CUVETI KOl EUOUYPAUULOUEVN AVATITUEN OTPOTNYLKWY OTOXWV KAl ETIAOYWYV,
unepaoTilovtag TNV epappoyr Toug oe eBVIKO, TeEpLPEPELAKO KAL TIAYKOOULO EMIMESO:

OL MPOTELVOUEVOL ELKTEG UTTOPOUV va XpnoLponolnBolv wg epyaleio afloAdynong, yla va
BonBricouv kal va uTtooTNPLEOUV TLG TOTILKEG TPOOTIAOELEC.

O k. Franz Badura, mpoedpogtou AlotkntikoU JupBouAiou tng RI, SnAwoe: «OL eiktec autol
€xouv dnuloupynBel and acbeveig, eival amapaitntol yia TNV evOUVAUWGON TNG KOWVOTNTOS
Twv apdLpAnotpoeldonabwy yevikd, €MITPEMOVTAG O OAOUC TOUG evdladepOUEVOUC va
evepyoUV O€ TayKOOULO Kol €BVIKO eminedo yla va dtacdalicouv OTL oL ELELKEG AVAYKEG TWV
ATOMWV Tou Ttacyxouv ano IRDs Aapfavovtal untoyn and 6Aoug Toug umtelBuvoug xapagng
TIOALTLKWV UYelag Kat ANYPng anopacewvy.

«Autol ol beikteg mou Swapopdwaoe n Retina International, mapéxouv €va ouoCLAOTIKO
€pYaAELO YL TNV AMOTEAECUATLKA SIKTUWON TNG KOLWVOTNTAG TWV A0BEVWV TOU TACYXOUV oo
IRDs, pe €L61KOUG EMIOTAMOVEG TIEPA QMO TOV XWPO TwV MABNCEWV aUTWY, OTWG €lval Ta
Kévtpa Epnelpoyvwpoolvng Kal opyavwoeL acOevwy Ue TTOPOUOLEG OVAYKEG.

‘ETOL, emituyxavetal n mpowbnon mepaltépw dnuioupylag kKal xprong dedopévwy, TG
£pEUVOC KAl avATUENG KALVIKWVY SOKLUWV Kal TG SNULoUpYLoG amoSELKTIKWY OTOLXELWV yLa
TIPONYUEVECG Bepameieg TOU KOAUTITOUV QVEKTTANPWTEG AVAYKEG KAl €VLOXVUOUV TNV TAPOXNA
dpovtibag», avadépel n AleuBuvtpia MoAttikng RI, Ap. Petia Stratieva kot ocuveyilet
tovitovtag otL: «H Rl kaAel 6Aoug Toug dopeig mou avrkouv otnv Kowotntatng MNpoaywyng
¢ Yyeiog tng Opaong kat tou OPBaApoU va EVWOOUV TLG TPOOTIADELEG TOUG HE TOUG
OUA\OYOUC TwV acBevwyv yla va powBnBel n ekmaidevon kal n evaltcOntonoinon otig
VEVETLKEG SLAYVWOTIKEC EEETACELG yLa TNV TAUTONOolnon Twv mabrjoewv IRD Kat TNV LoOTIUN
npOoBacn O AUTESY .



H Rl epyaletal yia va dtacdaiioel otoug aoBeveic mou maoyouv amd MaBROELS TOU
audBAnotpoeldolg, va €xouv mpdcPacn otnv mMAnpododpnon mou Ba toug Bonbnoel va
AABouv evnuUePWHEVEG amOPACELG OXETIKA UE TIC ETIAOYEG Bepameiag TOUG KOl HAALOTA TN
OUMUETOXH TOUC O KALVLKEG SOKLMEC.

Ma ekatoppUpla avBpwroug, n anmwAeld OpaAcNnG TOU EMEPXETAL AMO KANPOVOULKA—
ekpUALOTIKA voorpata tou apdLBAnotpoeldn emnpediel TNV ave§aptnaoia Kot TNV moLoTnTA
{wng, odnywvrtag ouxva oe SUOKOALEG OXETIKA HE ouvnONG epyaoiec yUpw amod TO OTLTL,
T(POKAAEL AyxXOG yLa TNV TpEXOUCA KAl LEAAOVTLKN amacxoAnaon, Snuloupyel afefaltdotnta otig
TIPOOWTILKEG OXEOELG, SUOKOALEG OTNV KLVNTLKOTNTA KOL QMOUOVWON).

H MNaykoopia EBSopada ApdLBAnotpoetdougtou €toug2023 (25 —30 ZentepuPBpiou 2023) €xel
KaBoplotel w¢ €va XPOVIKO ONUELD yLol TNV TOYKOOMULA €VOTNTO EUMAEKOUEVWYV, TIOU
aroteAeital and acBevelg, KALVIKOUG yLatpoug, EPEUVNTEC, SLOLKNTLKOUC KAl VOUOBETLKOUG
TIAPAYOVTEG, WOTE va gpyacBouv olot pall yia va kavouv tnhv dtadopd —pa dwadopa n
omoia Oa yiveL aoONTr) 0€ MOYKOGHLO EMIMESO ylol TNV EMLTAYXUVON TOU PpUBMOU TG
LOLTPLKNAG, XELPOUPYLKAG Kol TEXVOAOYLKAG MPoodou mpog éva Ppwrewvd HEAAOV ToU
MITOPOUHE VOL LOLPOLCTOULE KOl VAL «OLKOSOMCOUHE Eava KaAUutepa GAoLy».

H NaveAAqvia Evwon ApdiBAnotposidonabwyv (M.E.A.) ekmpoownel tou¢ acBevelg otnv
EMada kat meplocotepe¢ mAnpodopieg¢ yia tnv Maykooua ERSopdda kabwg kot
ETLOTNMOVIKA VEQ yla TIG TAOAOELG TIOU €eKMPOoWMEel Bplokovtal avoptnuéva otnv
LotooeAida: www.retina.gr, e- mail: pea@retina.gr

To A.Z. tn¢ NaveAAnviag Evwong ApdipAnotpostdonadwv (M.E.A.)


http://www.retina.gr/
mailto:pea@retina.gr

