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EPQTHXH
IIPOXZ TON YHOYPT'O YI'EIAX ka1 KOINQNIKHYX AAAHAEITYHX

AG®HNA 9-12-2011

OEMA: AYZOXQMIKA AGPOIXTIKA NOXTHMATA

Ta Avcoocwpikd a8poioTikd VOSTILOTO ATOTEAOLY pick opdda TEPIoCOTEPWV
and 45 omaviov KANPOVOUIKOV peTafoik®dv voonudtov. Av koi opiopéva givar
eapeTika ondvia, pe cvoyxvotra pkpdtepn and 1 otig 100.000, vroroyiletar 611 670
GOVOAO TOVG egppaviCovrar pe cvoyxvomta 1 mepintoon otg 5 - 8.000 yevvioeic.
IHpoxertar o voonpata mov o@eilovial 6e YEVETIKEG SwTAPAYEC KOl CUYVA Eivar
anelntikd Yo ™ Lon, Kuping av dev diayvwoBoiv eykoipmc.

To mpoPAnua om ouyvwon tov Gnaviov auTdv vOonUATOV oQsileTol 610
YEYOVOG OTL WOAAOL Y1aTpOoi OVOKOAEVOVIOL VO VITOYINOTOVV EYKAIPOC TNV VTOpEN
KOTTOW0LG OTAVIAG YEVETIKTG NTapayNG, LE ATOTEAECUA TNV TAAoTmpia Tov aebevoic
aALG Kot TNV kaBvotépnon oty Evapén e amapaityng Oepameiac.

H ovtipetomon tov Avcoocouik®v voonudtov givolr pakpdypovr, oapopd
moAAG cvotipata (yperdleton mapakolovOnon ond eEEIOIKEVUEVOVE 10TPOVC Old
OAPOPES EWIKOTNTES) KoL AQPOPO. KATA KOPO AOYO TN OCUUTTOUATIKY] Kol
VOO TIPIKTIKT] AVOKOVPLOT] TOV 0.60EVODV, EVD Ta TEAELTOLN XPOVIO AdYm TNG EEEMENC
G Proteyvoroyiag, avartoybnkav ov Oepanciec Evlvuikic Ymokoatdotaong mov
TpoopiCovral Kupime yio T vooovg Gaucher, Fabry, Pompe, MPS I, MPS 1I ka1 MPS
V1. O1 evlopukég vrokataotdoelg yivovial o€ voosokopeio ava 15muepo.

Me vmopvnua mov xototédnke omd  tov OVAAOYO TV acBesvav e
Avcoocopkd voonuate 1o €tog 2001 evidybnke otov 161e Kavovioud extipnomnc
Babpod Avammpiac 1 véocog Gaucher (maboyévewn, emineda  Papvnroc,
EPYOCTNPLOKA EVPHATA KAl ROG00TA avannpiac-aptBpog PEKB/379/31-3-2003). Eni
mAéov v 23-9-2011 xataténke oto Ymouvpysio Epyaciog & Kowwvikig
Acparong  Yaopvnupo tov ocvAldyov yao v voco Pompe (dAAn popoen
AVGOCOUIKOD VOONUATOS) HE OTPIKES avaPOpPES TNG VOOOL KOl (PAPUOKEVTIKY
PrpAloypapion ko axOpo oev €xel 600el amdavinon emi ToL MTHHOTOS AVTOV.

llapa tig mpoondBeiec Tov GLALGYOL TPOKEWEVOD VO, VIEAPYEL AVAPOPE TOV
VOOT|ULATMV KOl VO OLEVKOADVOVTOL TOGO OL 1TPOi TV EMTPOTMV OGO Kol Ol AGOEVEIC
OTNV ATOVOUT| TocooTwVv avannpiac otov Eviaio [Tivaka ITpocsdiopiopod Ilocooton
Avomplag (O. 11321/01k.26012/1718) mov eykpiOnke mic 31-10-2011 dev
cvpnepthappavovral o1 acBeveic e AVCOCOUIKE VOOTILALTO.

To wonitovto vyeiog Tov WOV 610 Vvoookoueio maidwv AT'TA TOODIA
Ntav Ko eival 0 emionuog @opéag Sdyveoong Kot TopokorovOnone pe  edikés
ECETAGEIS YW TA AVCOCMUIKO VOONUOTO Kol pe eykvkio tov EOD, KAI TO
MONAAIKO KENTPO mov avayvopileror emionua otnv EAAGSa yioo T oyetikh
owdyvoon. Hon £xer vrootel peimon tov kovdvAiov Tov yopw 610 50% kar Byaivouv
oc gpeopeia apketoi vraAiniol. ‘Etor  kivduvedouvv kot o1 acBeveic pe Avcooopikd
VOOTLOTA VO TTPENEL 6TO PEAAOV v TANpDOVOLY TS TTavakpifec dwyvdoeic DNA kat
TIG TEPALTEP® ECETAGELS KAl TOPAKOAOVONGELS TOVC.




Qot600, 1 YEVETIKT] GUUBOVAT Kol O TPOYEVVNTIKOG £AEYX0G Bewpovvial oL
axpoyoviaiot AiBot pali pe v avaioor Tov OIKOYEVELIKOD 0EVOPOL TMV acOevav yua
™MV TPOANYT QUTOV TOV VOCT|UATOV

Ty Theoyneio Tov yopdv g E.E. vaapyovv kévipa avapopds, To. Omoto
katoypdoovy  toug aocdeveic, kabopifoov ™ PBapdnra TOL VOCHHATOS, TNV
rapoakorohfnon kat T Oepaneia ToOv acbevdv pe ondvio voonuo, Pacel TOYKOG UMV
KaTé KovOve TPOTOKOAA®@V, TO OTOoio KOTG SCTNHATO GVAVEDVOVIOL AOY® TNG

eEEMENC NG EMOTHUNG OTIS OaVieg TabToELS.

Méom TOV KEVIPOV OvOQopas KTopel va aoknOel ovouaoTIKOG EAEYXOG QO
mv moleia, yvopiloviag tov axpip aplBpod Tov TooKOVIMV Kol Vo VRAPYEL COOTH
AVTIUETOMIOT G0V apopd ot Bepaneia Kol TOV EPYOCTNPLKO EAEYYO.

EPQTATAI O k. YIOYPT'OX

1. Iowec fitav ot wpoimodicelg EVTagNG TOV VOSTIHATOV GTO VEO KUVOVIGHO
avamnpioc. IToweg mpodmoBioelg dev mANpoveay KoL sCapednkav tTa
AVGOCORIKG VOSTRATA G0 TO VEO KAVOVIORO avazmnplog; EtéOnoav
veoyn g Ewduaig Emetnpovikiic Emrpomic;

2. Mow civan o omoteAéopata Kol TL ovverdyerar avtiy 1 eaipeon 6cov
aEOPa OTIV WTPOQAPRUKEVTIKT TePiBadyn TV aclevov Kal T AAAES
KOWOVIKEG TAPOYES TOV EYAV PEYPL TOPU;

3. Tati dev vadpyovvy erionpo KEVTpa ava@opdag Yo Te CTAVIC VOGN NATA,
6MOS TA AMGOCOMIKE, 6TMG VTAPYOVY GTNV TAELOYN QLA TOV AOPOV TG
E.E.;

4. Tv pérpa mpotileote va 7apeTe Y TN SwWGPAMON TNG VL TH T
rsirovpyiog ko 1o péddov tov INETITOYTOY YI'EIAY TOY
MAIAIOY;

O EPQTON BOYAEYTHX
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