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LYNAZIIIEMOZX PIZOXITAXTIKHX APIZ‘TEPAZ . i -

EITANAKATAGEXH THX No 2607/9-12-2011 EPQTHXHX 110OY AEN
AITANTHOHKE

[TPOX TON YIIOYPI'O YI'EIAX ko1 KOINQNIKHE AAAHAETTYHX

A®HNA 20-3-2012
OEMA: AYXOXOQMIKA AOPOIXTIKA NOXHMATA

Ta Avococouikd afpoloTiKd VOOT|UATO GTOTEAODY Uid OUAO0 TTEPLOGOTEPOV
and 45 omaviov KANpovouikmv petoolMkov voonudtov. Av Kol OPLGUEVAE ELVOL
eCalpeTikG onmavia, ue ovyvotnta pikpdtepn and 1 otig 100.000, vroroyiletal 6Tt GTO
oUVOAO TOvg gpeavifovior pe ocvyvotnro 1 mepimtoon otig 5 - 8.000 yevvnoelc.
[TpoKkelTon Yoo VOOTILOTO. TOV OPEIAOVTOL OE YEVETIKEG OATOPAYES KUl GLYVA Eival
QITEANTIKA YL TN LN, Kuplmg av 0V Oyvmehouy eyKalpoc.

To mpéPfinua o Sdyvwon TOV OTAVIOV GLTOV VOCST|ULAT®V OQEIAETUL GTO
YEYOVOC OTL TOAAOL YTPOl OVOCKOAEVOVTHL VO DTOYINGTOVV EYKAIPMS TNV VIAPSIN
KATO0C OTIAVIOS YEVETIKNG OLATAPOYNG, LE ATOTEAEGUO. TNV TOAMTOPIN TOV AGHEVODC
aALG Kot TV kaBvotépnon oty Evapcn TS arapaitnTnG depameiog.

H aviipet®mion tv AVGOCOUIKOV VOCTUATOV €lvOl HAKPOXPOVY), aQopa
TOALG cvoTiuota (yperdletor TapakoA0VONGN and ECEOIKEVUEVOVS LATPOVS OO
OLAPOPEC  EWIKOTNTEC) KOl OQPOPE KATA KOPLO AOYO 11 OCULURTOUATIKY Kl
VIO TNPIKTIKT AVOKODQLOT TOV aclevav, evd To TeAeuTaia ypovia AOY® TG EEEMENG
mc Proteyvoroyiac, avartOoyOnkav or Ogpaneiec EvOopuuki)c YmOKaTOOTOONG TOL
npoopilovial kupine Yo Tig vooovg Gaucher, Fabry, Pompe, MPS I, MPS 11 ka1 MPS
V1. Ot evlupikéC VTOKOTOOTAGELC YIVOVTOL GE VOGOKOUELD ava 1 31pepo.

Me vméuvnuo mov KoTaTEONKE amd  TOV OVAAOYO TV acbevav e
Aooomika voonuata to €1o¢ 2001 evidybnke otov 1OTE KOavoviopo extipmong
BaBuov Avamnpiog 1 voéococ Gaucher (mabBoyévewn, emimeoa Bapvtnroc,
EPYOOTIPLOKA EVPNUATO. Kot TOC0STA avommpiac-apOuoc PEKB/379/31-3-2003). Emi
nhéov v 23-9-2011 xatatébnke oto Ymovpyeio  Epyociog & Kowovikng
Acpaione  Ymopuvnua tov ovAroyov vy v voco Pompe (GAAN  popon
AVGOGOUIKOV VOCTUATOC) UE WHTPLIKEC OVUEQOPESC TNG VOOOL KOl (QOPUAKEVTIKT
BipAroypapio Kol akopa 0gv £xel 000l AMAVTINGCT] ML TOV GLTNLLOTOS QUTOV.

[Tapd 1ic TpoonaBeiec Tov CLAAGYOL TPOKEIUEVOL VO DTTAPYEL AVOPOPAE TMV
VOGT|LOTOV KOl VO OLEVKOADVOVTOL TOGO Ol 1TPOL TV EMTPONTOV 0G0 Kol Ol acOeVELC
CTNV amovoury tocoot®v avaanpiac otov Eviaio llivaka 1lpocoropiopod Iocootov
Avamnplac (D, 11321/0u.26012/1718) mov eykpibnke tic 31-10-2011 oev
coumepthapavovtal ol acBeveic e ADGOCOUIKAE VOCST|LATA.

To wotitovto vyeiog Tov MOV 610 voookoueio maidoowv AITA ZOODIA
NTaV Kol €ivol 0 EMONUOS QOPEAS OLAYVMOTS KOl TUPOKOAOVONONC UE  ELOKEC
ECETAOELC YL TO. AVGOCMUIKG vOonuote Kol pe eykdkiio tov EOO, KAI TO
MONAAIKO KENTPO mov avayvmpiletar emionuo otnv EAAGOQ Yot T OYETIKN
owryvawon. Hon €xel vrmootel peimon tmv kovoviimv tov yopm oto 50% xal Byaivovv
oe gpeopela apketol vaaiiniol ‘Etor  kivouvedovy kot o1 acBeveic e AVGOCMUIKA
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VOOTIHOTO VO TPETEL GTO UEALOV VO TANPGOVOLY T TavakpiPec owyvaoelg DNA kat
TIC TEPOULTEP® EEETACELS KOl TOPUKOAOVONGELS TOVC.

Qo1600, N YEVETIKT} CLUPOVAN KAl O TPOYEVVNTIKOS EAEYYOS BewpovvTol O1
akpoymviaiot AiBot pali pe Tnv avaAvcen 1oV 0IKOYEVELLKOD 0EVOPOD TMV achevmv i
TNV TPOANYT QVTOV TV VOCST|LATOV

2NV misloynoeia tov yopov e E.E. vadpyovv keévipa avagopas, ta onold
Kataypbpovv  t0vg oacBeveic, kabBopiCovv 1 PopvTNTa TOL VOONUATOS, TNV
napakoAovOnon kal ™ Oepaneia TV acbevov e GTavio vOonud, BAcEL TOYKOGUI®MV
KOTO KOVOVO, TPOTOKOAA®MVY, TO OTOolo KATE OGTNUATE OVOVEOVOVIUL  AOY® TN
ECEMENC TNC EMOTNUNC OTIC OTAVIEC TO.OMNGELC.

Méow tov KEVIpoV avaQopac Umopel va aoknbel ovolaoTIKOS EAEYYOSC OO
NV ToAtela, yvopiloviag Tov akpifin apifud tov TacyovImV Kol VO DTTAPYEL COGT)
AVILLETMOTLOT) OGOV 0POpa 0T BEPUTELN KOl TOV EPYUSTNPLAKO EAEYYO.

EPQTATAI O k. YIIOYPI'OXL

1. Iloweg frav or wpovmoBEGels EVTUENS TOV VOSHUATOV G6TO VEO KAVOVIGHO
avarnypios. Iloweg mpovno0ioelg oev minpovoav Kot  eSapsdnkav Ta
AMGOCOUIKE VOSTHATA 00 TO VEO Kavoviopd avoannpicg; EtéOncav
vroyn ¢ Ewowkng Emortnpovikng Emrponnic;

2. Ilow €ivarl To 0TOTEAEGUUTO KOl TL GUVERAYETOL QLTI 1 £CAIPEST) OGOV
CQOPaE oTNV WTPOPUPRAKEVTIKT TEPIOaAYN TOV acbevav Kol TIC Grlec
KOLVOVIKES TAPOYES TOV ELYAV UEYPL TOPA;

3. Twti ogv vwapyovv emionua KEVTPU AvVAQOPAES VIO TA GTAVIL VOSTHUATA,
OO TA AVGOCOUIKA, OTMS VAAPYOVY GTI|V TALOYN QLT TOV YOPOV TS
E.E.;

4. Tv pérpa mpotiBeoste va 7wapere yw TN owe@aMen ™S svpvodung
rsrtovpyiog kar to pEAaov tov INXTITOYTOY YI'EIAY TOY
HHAIAIOY;

O EPQTON BOYAEYTHX

AAEzZHXY TXIIPAX



