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pe ovamnpio Kot YovémV EKTOOEVLTIKOV He Paptd avommpio and vroxpe®tikés HeTabioelg
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Kvpiror Yrovpyot,

Muepa 4 Ioviiov 2013 avaxkowdBnkav ot vrepapBuies TV eKTAOELTIKOV mOL Oa
petakivnBovv va vanpetnoovy o€ dAlovg vopovs. Exmondevtikdc pe PBopid ondvia ovomnpio
(koKlopdTmorn Vergener) vy v omoio. Tov xopnysitar €popov (NG avOGOKATAGTOAY, EXEL
vroPAnOel Yo éva €1o¢ og apokabapon pe tocootd avamnpiag 80%, kol pe 22 £1n vanpeciog
Kkpidnke og vepap1Bog kot Ba Tov avakovwbei n petakivnor tov 6 GALO Vouo.

O ovykekpyévog eKmadeLTIKOG amevBivinke otnv Atevbuvon B/Babuog Exmaidosvong
[Tepilag, avapépovrag v kotdotoon ovornpioag tov. H Aevbuvon, tov avépepe OTL dev
VILAPYEL ELVOTKN LETOYEIPION Yo AVTOV, AdY® TOV OTL M avamnpia Tov dev evidoceTat 6To GpOpo
13 tov I1.A. 50/96 «Ewwég Katnyopiec». O ev AMdym ekmondevtikdc Oa katabécel Evotaon yi
TNV amOPOCT) VIOXPEMTIKNG LETAOESTG TOV, VITOPBAAAOVTAG T ATOPAITITO UKOLOAOYNTIKA GTHV
appodia Atevbovvong B/BaOuog Exnaidosvong
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Kvpiror Yrovpyoi

Eivar adiovonm 1 61don g TOMTEING TOV «KOPEVED) GUGTNUATIKA GTIC TPAYLATIKEG OAVAYKEG,
OV TPOKVTTOLV ATO TNV avamnpia/ypdvia Tanon ®cte va AGPEL OVGLUCTIKE TPOCTATEVLTIKA
HETPOL Yl TO OUVOAO TOV EKTOUOEVTIKOV pe avoamnpio gite mpokeltol yoo T0 cHOTNUA
UETOOEGE®V, ATOCTAGE®Y EITE Y10 TO GVGTNLLO LETAKIVIGE®Y AOY® VItEpaplOpiog.

Me éxninén owamotovovue O0tL T0 Ymovpyeio €£édwoe  dievkpvicels odnyieg, Pdoet tov
omoiwv, omd T Oadikacio TG LVIEPAPOUIOG TOV EKTOUOELTIKAOV, KOl MG €K TOVTOL TNG
VIOYPEMTIKNG HeTABECNC TOVG, e€onpobvTol 6601 VITAYOVTaL OTIC SLUTAEELS TV TEP. O KOl Y TNG
map.1 Tov Gpbpov 13 tov TL.A. 50/1996 dmwg TpomomoOnke Kot 1oyveL, dNAdN OGOl OVIIKOLV
o€ «EKN Katnyopio» petdbeong.

To ILLA tov 1996 dev cvumephapufdvel véeg popeéc avamnpioc, ypoviag mdonong mov
ekdnAdvovtal ot cvyypovn emoyxn. H ovapdpemor tov Sotdylotos avapuévetol et pakpod
YPOVIKO drdoTnio €vidg Tov omoiov €yovv cvotabel edwég emrponés evd n E.X. ApeA. €yxel
KOTOOEGEL EUTEPIOTATOUEVEG TPOTAGELS.

Mo Adyovg evnuépwong mapabéTovpie Tig mep. o ko y tov dpbpov 13 tov I1.A. 50/96.

«o,) O1 eKTa10eVTIKOT TOD EYOVY TOIOLE, TO. OTOL0L YPELGLOVTaL ELOIKT OEPATEVTIKN QYW YR

N EKTOLOEVON KOl EIVOL TOPAC, KOQYG 1 LopnKoo, QUTIOTIKG, OTAOTIKC TATYOVY G0 UEGOVELOKH
avaiuio, mov ypHiel UETOYYIoE@Y OIUOTOS, AEDYOIULO, OLULOPPOPIALQ, YPOVIO. VEPPIKI OVETGPKELQ
o€ otadlo awuokdabopons, AIDS, advipouo DOWN kar oxApoven koto. TAGKOS TETPOTANYIKAGS 1
TOPOTANYIKNG UOPPHS KOPKIVO O UETAOTATIKO 010010 Kai vogo tov Crohn. I'ia tnv armoodeiln twv
Aoywv avtv arorteitor Pefoiwon B/Buias Yysiovouixns Emitporng atny omoia Qo. extibetor ko,
) O1 gxkmoudevtikol mov o1 10101 1 01 aO{LYOI TOVS TAGYOVY IO UETOYEIOKN AVOLUIO TOV XPHEEL
UETOYYIoE@Y  0IUaTOG, ASOyauuin, QIUOPPOPIALD, XPOVIO, VEPPIKY QVETGPKELD, OF OTAOLO
awpoxalapong, AIDS koi oKkANpLVON KOTG TAGKOS TETPATANYIKNG 1 TOPOTANYIKHG UOPPHS
KOPKIVO 0€ UETAOTOTIKO 010010 Kai voogo tov Crohn. l'ia tqv amooeiln twv A0ywv ovt@v
amouteitor Pefaicwon B/Ouiag Yyerovoukng Emtponns otnv omoio Oo extibetoun ko 10 10T0p1Ko
™S 0008VELOG. »

Kvpior Yrovpyoi,

ZnTtovpE Vo EKOMGETE TPOSOETESG CVUTANPORATIKES 001 YiES Y10 TV 0ELOAOYNON EVOTAGEOV
mov 0o vToPANOoUV 0O EKTOOEVTIKOVS HE OVOTNPIO KOl YOVEIS EKTULIEVTIKAV NE
avannpio oote va efapebovv omd omoladnmote dodKaGio VIOYPEWTIKNG petdfeone AOyw
vIeEPaPOUioG Ol EKTOOEVTIKOL TOV TO TOGOGTO avVOINPiaG TOvg mpoodlopiletar 6to 50% ko
v ooupava  pe I'voudtevon Avamnpiog amd Onudcto. apyn Kol YOVEIC Tov  €Youvv
OTOJOEDEIYLEVOL GTT] PPOVTION TOVE ATOLLO, LE OVATTNPI0 LE TOGOGTO avarmnpiag 67% kot dvo.

Emonpaivovpe 1t vdpyovv ekmondeutikol e xpovieg TaBNGELS TOV TO TOCOGTO OVATN Pl TOVG
npocotopiletor oto 50%. Avtol o1 ypdvia ThoyovVTES VTOKEIVTOL GE YPOVIO PAPLLOKEVTIKY] OLYMYN
KoL TOKTIKN 10 TPIKN TopaKoAovONoN, emopévmg omoladmote HeTdOecn Tovg oe AAAN TePLoyN,
EVOEYOUEVMC VO £XEL CLVETELEG OTNV DEPOTEVTIKN TOVS AYMYT KOl GTNV VYEIN TOVG.

Eniong to I1.A 50/96 avapéper mabnoeig, mov ocvuemvo kol pe toug yatpovg tov KEITA, o
0pog tovg eivar adokog. ILy. o dpog omactikd eivar 6pog g dekaetiog Tov 50!!! Emiong,



oOUPOVO pE Ve 1aTpKd dedopéva, eKTOG omd TN oKANpPLVON €XOLV SOYVOOTEL Kot GAAES
VEVPOAOYIKEG TOONGELS, 01 0ToieC TpokadlovV TeTpoamAnyio. Emiong, pe v eEEMEN TG YEVETIKNG
VIAPYOVV Kot GAAEG peTahAGEeLg exTog Tov Xuvdpopuov DOWN (z.y. Rett, CDKL-5, Angellman,
Rubinstein-Taubi, Prader-Willi, ol®dn okAnpuvon, @oppokoovOeKTIKEG EMANYIES K.0.)TOV
00MNyouV o€ TOAAOTMAEG ovoammpieg ,Popléc KvnNTkEG Kol VONTIKEG ovammpieg kot Oev
TPOGTATEVOVTOL OO TO 1GYVOoV Becikd TAaiG10.

Kvpior Yrovpyoi,

Avopévoope v Gueomn €EETOOT TOV CUTAUATOS LG KOL TNV GUEST EVNUEPOON WOG ML TMV
EVEPYELMV GOG YO TNV TPOCTOCIO TMV EKTOOELTIKOV UE Oovamnpio. Kol TOV YOVE®V
EKTTAOEVTIKOV HE avomnpio amd TIG LIoYPEMTIKEG petaféoelg mov Ba amoPacioTodV amd Tig
[Teprpeperaxég AtevBivoelg Aoym ¢ vtepaplOpiog EKTOOEVLTIKMV.

Téhog, Ba mpémer va e€etactel 1 AVOUOPOMOOT TOV GLOTHUOTOS UETAOECEMY, OMOCTAGE®V,
EKTOOEVTIKMOV Y10 VO, UMV €TAVOAAUPAvETOL 1 XApaln Kol €QAPUOYN TOMTIKOV 7oV Ogv
TPOCTATEVOVY Ta ATOopa e avommpio/xpovia Tanon, PACEL TOV TPAYUATIKOV TOVG OVAYK®V,
OTMG JAPOPPDVOVTOL GTNV TAPOVGO XPOVIKN TTEPT0d0.

Mg extipnon
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