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ABnva, 19 Maprtiou 2024

AEATIO TYNOY

Avakoivwon tn¢ Evwong Znaviwv AcBsvwv EAAado¢ (E.2.A.E.) yia tTnv mpootacia tng
NPWLUNG NPocBaong twv opdpavwv pappdkwv otnv EANGSa, pe adoppun tig SnAwoelg’
ToUu Ynoupyou Yyeiag, Adwvi lewpyLtadn, oL onoieg kataypadnkav kot Stadddnkav péocw
oclpdg eldnoeoypadikwv avadopwv ota Méoa Evnpuépwong >>*>°

Avadopika pe Tig SnAwoslg tovu Yrioupyou Yyeiag K. Adwvt Newpylddn yla avotnponoinon twv
SLadikaolwv mpwipng poopaong o Bepaneieg mou elcayovral yia toug EAAnveg aoBeveig péow
tou IDET, n E.Z.A.E. £xeL Statunwoel Tnv nayla 0€on tng yla tTnv avaykn KAAvPng tTwv avaykwv
TWV OTAVIWV acOevwv o€ IWTIKAG onpaciog Oepaneieg, KPIOMEG yia TNV eMBLwoT) TOUG, OE Eva

Bwwotpo cvotnua Yyeiag.

Qot000, OEAOUME VO TOVIOOUME OTL O QUTOVONTOG EAEYXOGC TWV SLASIKACLWY ELCAYWYNG
dbappakwv péow touv IPET Oa mpémel va Sratnprost tnv mpwipn npocPacn os Bepansieg mov
€xouv AAaBeL UNO Gpoug £ykplon amnod tov FDA (Opyaviopog Tpodipwv kat Papupdakwv HMA) kat
tov EMA (Eupwnaiko Opyaviopo QapHAKwVy), WOTE VO LKOVOTIOLOUVTOL Ol OKAAUTITEG QVAYKEG

Twv EAAQVvwV acBevwv, ek Twv ontoiwv 500.000 {ouv pe onavieg nadnoeLg.

Ta mpoypappata MPpwLLNG MpooPacng o GpapHaKka TOU €Xouv AABeL «EyKplon UG OPOUGCH
anoteAolv éva Kpiowo gpyaleio yia tnv e§acddalion tng npooPaong tTwv acOevwv to onoio

MPENEL va SLatnpnOsl xwpig mpookoppata.

H avakoivwon tng dtakomrng xopynong otnv EAAGda tou Relyvrio (mpwipung Oepaneiog pe adeia
eneilyovoag npowpng xpriong amno tov FDA yia toug aoBeveig pe NMAdyia Muatpodikr) ZkAfpuvon
- ALS), mapOAo mou anoteAei éva LEPOVWUEVO TIOPASELYpa, SEV MPEMEL va TAPEUTTOSIoEL TV

swoaywyn ¢dappakwv yia tou¢ EAAnveG aoOevelg, €6IKA yl QUTOUG HME OTAVIEG VOOOUG.
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Ynapxouv oodwe MEPLOCOTEPEC TEPLTTWOEL, OTMOU PAPUAKA HE KUTO OPOUG E£YKPLON» TIOU
SLatifevral apylkd HECW MPOYPOUHATWY TIPWLKNG MPOoPacng KAtEAnfav o€ emttuXnUévn mANpn
€YKPLON QN0 TOUG PUOULOTIKOUG MNXaVIopoUG, mpoodEpoviag vwpic tepdotia opEAn oToug

ao0Oeveic.

H gubuvn ywa tnv anmodotiki AELToupyict TWV TMPOYPOUUATWY TIPWLKNG TPOoPAONG AVAKEL OF

OAoUG paG, Ko amalttel cuvepyaoia Kat Stadaveia.

H Evwon Inaviwv AcBsvwv EAAASOG (E.2Z.A.E.), EKTTPOCWTWVTAG T SLKOLWATA TWV oOEVWV UE
OTAVLEG MAONOELG, TapaMEVEL 0T SLABeon Tou Youpyeiou Yyeiag, WoTe va OUVELGDEPEL PE TNV
TLOAUXPOVN KOl CUUTTUKVWHEVN EUTELPLA TNG OE VOV YOVLLLO KOIL OUCLOOTLKO SLAAOYO LLE GTOXO Th
BeAtiotonoinon kot tnv g§aocdaiion TG £yKalpng Kol LoOTLUNG npooPacng ot Oepaneisg, oe

€va Buwoipo EOviko Tuotnua Yyeiag.

Ened n oofapldtnta Twv ONMAVIWV acOsvelwv amautel TEKUNPLWHEVO AOyo, TMPOOOXN,
CUMUETOXN), KoL evouvaioOnon otov Snpooto dtdAoyo and 6Aoug pag, tapakatw Oa Bpeite éva

TANPECG EVNUEPWTLKO KELpEVO BEoewV TG Evwong pe AN pels BiBAoypadikég avadopEg.

O Yroupyog Yyeiag Adwvig MNewpyltadng mpoaviyyelle TNV Mpwin epopUoyr TEPLOPLOTIKWY HETPWV
otnv eloaywyn papudkwv amnd to Ivotitouto Oapuakeutikwy Epeuvwyv kat Texvohoyiag (IQET),
KatayyEAAOVTOG OTOTAAN TIOU TIPOKUTITEL OO TNV €loaywyn TOAU okplBwv  dapuAKwy.
ETUKQAEOTNKE TNV QVAYKN YLO TIEPLOPLOUOUG oTn Stadikaoia elocaywyng HECW TOU JUOTAUATOG
HAektpovikig Mpogykplong (ZHM), oto mAaiolo twv avéavopevwyv damavwy tou IOET yla ddapuaka,
LEPLKA EK TWV OTOLWV €lte gival oe pakpoxpovia EAAewpn site dev kukAodopouv otnv EANGda, pe
Tov Yroupyo va amoppintetl tnv emniBoln clawback wg AVon. EmumAéov, avadépBnke otnv avaykn
Bomiong véwv mpolmoBEcewy yla Tnv eloaywyn dapudkwv otnv EAAada, pe okomo tnv e€aieldn
KATOXPNOEWV Kal TNV aAAayr KpLtnpiwv afloAoynong, el8Ika yla papuaka mou €xouv AaBeL €ykplon
povo amo tov Opyaviopo Tpodipwv kat Qappakwy (FDA), emionuaivovtag ot Sev Ba xopnyouvral
TIAEOV TOOO gVKOAQ dappaka Tmou Sdev €xouv eykplBel amnod tov Eupwnaikd Opyaviopud Oapudakwy

(EMA).

Adopun ya T SnAwoelg tou Ymoupyou otdBbnke n mpoodatn avakoivwon tng statpeiog Amylyx

Pharmaceuticals, otic 8 Maptiou 2024, oxeTikd Pe To Ppapuako TN Relyvrio yla TNV QVTLHETWITLON
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¢ omaviag vooou NG MAdayiag Muatpodikng IkAnpuvong (ALS), to omolo amétuxe va
eTUPEPBALWOEL TNV ATOTEAECUATIKOTNTA TOU, KoL EVOEXETAL OUVTOUA, EKOUCLWE amod TNV etTalpeia, va
amnoocupBel amnd thv maykdoula ayopd’. To pappoko sixe AdPetl ddeta eneiyovoac mpowpng XpHong
arno tov FDA to ZemtéuBplo tou 2022 pe Bdaon ta mpwipa anoteAéopata daong I, aAAd Ta TeAkd
anoteAéopata dpaonc lll €6ei€av otL Sev mpoodépel BeAtiwon og ox€on UE TO €LKOVIKO papuako. O
YMoupyoGg CUYKAAECE £KTOKTN CUOKEYN UE Tn cuppetoxn tou EOD, tou IOET kat tng EAANVIKAG
Neupoloyikn¢ Etalpeiag, mpokewwévou va Slakomel emionua n xopriynon tng Bepameiag otn
EAGda, Oonwg avapévetal va amocupBel Kal amd OAeC TG XWPES TnG Eupwning. Agilel iowg va
avadepBel 6Tt n ocuvavinon €ywe Xwpi¢ tnv mapoucia Eknpoowmnouv twv AcOevwv NG
Oepaneutikig katnyopiag tng MAdyiag Apvotpodikrg ZkAnpuvong (ALS), | Twv OECHIKWV TOUG
EKMPOOWNMWY, Ol OMOiOL CUMUETEXOUV KOl OTLG CUHMPBOUAEUTIKEG €MLTPOMEG TOU Eupwmnaikov

Opyavicpol Oappakwy.

O Ymoupyog XQPOKTAPLOE WE QMOTUXia TWV ylaTpWV TNV unmepouvtayoypddnon tou dpapudakou
Relyvrio otn xwpa, ekppaloviag TNV ayavaktnon Tou yla tn damavn nou onuewwdnke otov IQET ta
tedevtaia SU0 xpovia, Ttovilovtag Ot Ba SdiepeuvnBoUv TUXOV €UBUVEC TWV YLATPWVY TIOU TO
ouvtayoypadnoav. TEAOCG, TOVIOE TNV avaykn BE0TILONG QUOTNPOTEPWVY KAVOVWV yLaL T Xopnynon

Kal cuvtayoypdadnon autol Kal TapOpoLwV GapUakwy oTo LEAAOV.

OpuwpEevoL amod autd ta yeyovota, w¢ Evwon Inaviwv AcBsvwv EAAadog (E.Z.A.E.), Oa BéAape
va TOPEMBOULE, amaviwvTog Kat Oftovtag Tl O£0El MOG OXETIKA ME TA I{NTAMATA TIOU

OVOLKUTITOUV:

Jtnv EAANGSa, ektipatal ott oxedov 500.000 atopa louv pe pia Imavia Mabnon. Qotdéco, av
AdBoupe umtoPn T LEAN TNG OLKOYEVELAC KOl TOUG GPOVTLOTEC TwV Imaviwv AcBevwy, epLocOTEPOL
arno 1.500.000 avBpwrmol otn xwpa ennpsaloviol AUeEcA 1 EUUECA OO TIG IMMAVIeEG AoBEVeLeC.

Eldkotepa:

> To 50% twv acBevwv givat maldid?,

> To 30% Sev dtdveLta 5 étn’,

> O Indvieg Nabroesig eubuvovtal yia 1o 35% twv Bpedikwv Bavdatwv?,
>

OL srtdviec MaBrioelg euBuvovtal yia To 58% Twv matdlatpikwy Bavatwv®™®,
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> Ytnv Eupwnn, Ayotepo amnod 1o 10% twv acBevwy pe omavieg voooug Aappavouv Bepareia,
EVW HOALG TO 1% akolouBel £va eykekpLuévo Beparmeutikd MAGVo?,

> Evw ya 10 95% twv Inaviwv MNaBrjoewv 8ev UTdpxel eykekplpévn Bepameio™.

Ot Znaviecg MaBnoetg, otnv mMAsloPndia Toug, eival TOAUTIAOKEC, XPOVLEC KOl EKGUALOTIKEG VOOOL UE
upnAn Bvnowotnta kat avénuévn voonpotnta. fuxva TPoKaAoUv Xpovia avamnpia, XapnAn
nolotnta {wng ywa tov acBevr), avénuévn PuxoAoyikr), OLKOVOULKN KOL KOWWVLKN EMLBapuvon yla
TNV OLKOYEVELA TOU, KBwWG Kal augnueéves Snuodaoteg Samaveg yla to Z0otnua Yyeiag Kat Kowwvikng

Acdaliong kat Kowwvikng Mpootaoiog.

Ta TmOLOTIKA Kol aPLOUNTIKA oTolEiot KATASEWKVUOOUV TRV MPOCOoXH, tTn cofapotnta Kol Thv

gevouvaioBnon nou anoattovvtat, Wiwg otov Snuoocto Aoyo, and 6Aoug toug popeis.

H Swadwkaoia €ykplong evog ¢GopUAKOU UIMOPEL val OMALTHOEL XPOVIA, EVW N AUECN avAyKn
Bepaneiag and acBeveig pe coPapeg n Bavatndopeg aobéveleg elval mTAKTIKY. Ma AUTOV Tov
AOYO €xel avamtuxBel o UNXOVIOUOG TNG «UTIO OpPOoUC £yKPLONG», Ttou Sivel mpooPaon o papuaka
Baolopéva o €vav MEPLOPLOUEVO aplOUO SeSOUEVWV a0 KAWLKEG SOKLUEC, OTWCE OAa oXeSOV Ta
eUPBOAL Tou COVID-19. AutOg 0 TPOTOG €ykpLong €lval KaBoploTKOG OTaV OL QVAYKEG eival
ETIELYOUOEG, KAl TA 0PEAN UTIEPLOXVOUV TwV TIBAVWY KvEUVWY, aKOUA Kal OTav ta AN pn de6opuéva
Sev eival Stabéopa. Ta mpoypdppata mpwipng npocBaocng divouv tn duvatotnta oe acbeveig mou
€Xouv apeon avaykn yla Bepaneia va Adfouv dpappoka mou v £xouv akoun mAnpn £ykpton. H
omoudaldTNTA QUTWV TWV TIPOYPAUUATWY Elval akOpa o LAV O TIEPUTTWOEL aoBsvwy Ue
ocoBapéc i Bavatngdopec mabroeLg, Kot ELGIKA YL EKEIVOUG TTOU TIAOXOUV OO OTIAVLOL VOO | LATA,
Kol SLadopeg onmavieg popdEg kapkivou. Emeldr) autég oL mabnoelg ouxva meplopilovtal o Alyeg N
kaBoAou emiloyeg Bepamneiag, n mpocBaon og VEEG KAl KALVOTOUEG Bepameieg mou Bplokovtal uTtd
0poug €ykplong kaBilotatatl kplowun. H adpeon avaykn yla Beparneia e€attiag tng cofapdtntag 1 tng
Bavatndopag ¢vong autwv Twv TABROEWV KOTOSEIKVUEL TNV QVAYKOLOTNTA TNG E£YKALPNG
npooBaong otig dtabéoiueg Bepamneieg. H BeAtiwon tng mowotntag {wng, Kabwg kat n peiwon tou
KOWWVLKOOLKOVOULKOU $OpTou Tou enwuilovtal ol aoBeveig KaL oL OLKOYEVELEG TOUG Elval EMUTAEOV
ONUAVTLKOL TTAPAYOVTEG TIOU ETLONUALVOUV TNV ETUTOKTIKY OVAYKN Ylo TTPOOPAON O QUTEG TIG

Bepaneiec. Eival ouvowwdeg, Aowundv, va Staodaliletal amd to EAANVIKO ZUotnua Yyeiog n
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UTIOOTNPLEN TIPOG TIG TTPWTOBOUALEG TTOU TIPoAyouV TNV TIPOcBacn OTLC VEEC Bepareleg, el8LKA yLa

TOUG aoBeVeig pUe omAVLIEG AOBEVELEC.

AOYW TNG HEYAANG OKAAUTITNG avaykng aAAd Kol tng EAAeldng BepameuTikwy EMAOYWY, TOCO O
Eupwrnaikog Opyaviopog Qapudkwv (EMA) 600 kat o Opyaviopog Tpodipwy kat Qapudkwv (FDA)
€XOUV QvamTUEEL €LOIKA TPOYPAUUATA TIOU OTOXEUOUV OTNV EMITAXUVON TwV Sladkaclwv
afloAoynong Kat £ykplong VEwv ¢appakwy. Elval cuxvo pawvopevo ta véa dapuaka va AapBdavouv
TPWTO TNV €yKPLon ot Hvwpévec MoAlteileg, pe tov FDA va Slevepyel TI¢ avaykaieg afloAoynoeLg

onNUaVTLKA ToxUTEPQ 0€ oUYKPLoN We Tov EMA™Y.

O FDA, w¢ pLa Kataélwuévn pubuLoTIKA apxn TTAyKOOUIWS, avaAlauBAavel TpwTomopLlakd poAo otn
Swadkacia tg «umd Opoug €ykplonc» dapuakwv. AuTEC oL eykploelg amd tov FDA ouyxva
UTINPETOUV WE KATOAUTNG yia aAAa Tuotripoata Yyeiag maykoouiwe, mapotpuvovtag TNV Eloaywyn
KalL XPron oUTWV TwV GOPUAKWY 0TI AyOPEC TOUG, OKOUA KAl TPV amo TNV MANRPn £€yKpLon r tnv
oAokAnpwon tng afloAdynong amd tov EMA. H Sladikacia ¢ «Umo 0poug EyKpLong» GopUaKwy
and tov FDA amoteAel pia kpilown mapépPacn mou EMITPENEL TNV TAXUTEPN TpocoPacn o€
TIPWTOTIOPLAKEC Oepareieg yia Toug aoBeveic. Autr n Sladikaoia sival WOLATEPWE CNUAVTLKA YLa
ddpuaka mou avtipetwnilovv coPapéc n Bavatndopeg mabrnoelg, OmMou n avaykn yla Apeocn
Bepaneia elval emtaktiky. Méow autrng tng Stadkaoiag, o pappaka Umopouyv va eloéABouv otnv
ayopd Pacllopeva o€ TPOKATAPKTIKA Oedopéva amoOTEAECUATIKOTNTOG, €vw ouveyilovtal ot

TIEPAULTEPW HEAETEC.

Autn n eveli€la eTITPEMEL OTOUG AOBEVEIG va £XOUV LOOTIUN TIPOCPACoN OE KALWVOTOUEC Bepameieg
TIOAU TILO ypriyopa aro 0,TL Ba ftav Suvatov HEcw TwV aPadoolakwy dLadLlkaolwy Eykplong. Autod
elval olaitepa oNUAVTIKO O TEPUTTWOELG OTOU KABE nuUEpa UETPAEL yla Toug aoBeveic mou
avtlpetwrniilouv coPapéc aobéveleg. EmumAéov, n  «UTO OPOUC E€YyKPLON» TPOOPEPEL OTOUG
Epeuvntég t Suvatotnta va cuAé€ouv onuaviikd dedopéva amd tnv MPAYHATIKA XpHon Tou
dapudkou, TO oOmoiat MmOpoUV  va  evioYUOOUV TNV  KAatavonon Ttng oodpaAslag Ko
anoteAeopaTikoTNTAC TOU Papudkou o eupUTEPO MANBUGUO. H mpoogyylon autr avikatontpilet
L0l LOOPPOTINUEVN OTPATNYLKN QVOLECO OTNV TIAPOXH MPOCPRACNC O KOLVOTOUEG BepaTeleg KAl 0T
SlaodpdAon t™ng Snuoolag uyelag HECW TNG OUVEXOUG afloAoynong tng aoddAelag Kot

QIMOTEAECUATIKOTNTAC TwV GapuaKwy. Kat' autov Tov TpOmo, n «umod 0poug £ykplon» amo tov FDA
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SleuKoAUVEL TNV TPOOBOCN OE TPWTOTIOPLAKES Bepameieg, mapéxovrag mapaAAnAa éva HECO yLo TNV

pooTacia TNG SNUOOLAG UYElag LECW EVOC TTILO SUVAULKOU TTAALOLOU pUBULOTIKOU EAEYXOU.

KaBwg ot Hvwpéveg MoAtteleg ouvexi{ouv va KOTEXOUV TNV TIPWTOTIOpLa TaykKoouiwg og 0,TL adopd
TI¢ Samaveg yLa TNV €peuva Kot avamntuén otnv Yyeia, n mieloPnoia twv dpapudkwy mou Bpiokovral
otn $Aaon tNg aAvANTUENG TIPOEPXOVTOL QMO ETALPEIEG EYKATEOTNHEVEG OTIC Hvwpéveg MoAttelec.
MoAAEG Ao AUTEG elval HIKPEC BLoTeXVOAOYLIKES eTaLpeieg Ttou, adol AdBouv €ykplon amo tov FDA,
dev mpoxwpouv moté otn dadkaoia aitnong yla €ykplon amo tov EMA. Auto cuxva cuppaivel
eneldn pmopel va un StabBétouv toug amapaitntoug mopoug, TNV umodoun [ tnv mpobeon va
umoBallouv aitnon ywa €ykplon otnv Eupwmnaikn Evwon Adyw tng PeEYAANG TTOAUTTAOKOTNTOC KOl
Tou uPnAou kbéotoug NG eupwraikig Sladikaoilag €ykplong, Kabwg Kol AOyw TG avAykng yla

npooapuoyn os Stadopa puBULOTIKA TAALOLAL.

E€attiag autng tng kataotaong, n Un €ykplon evog gpoapudkou amod tov EMA dev Ba mpénel va
QOTEAEL AUTOMATWE EUTOSLO Yl TNV €l0aywyn Kol Tn SLaBeouotnTd Tou oTnV eAANVIKA ayopa,
OTWCG LOYXVEL KAl OTLG UTIOAOLTTEG XWPES TNG Eupwnng. Edv, AdBoupe umodn pog HOVO TLG EYKPLOELG
tou EMA, napapAémnovtog Tig anodpaoceslg tou FDA, Ba TPokUPEL N KOTAOTOON OMOU OPLOUEVEG
LATPLKEG avaykeg otnv EAAASa Ba peivouv avekmAApwTeg. AuTO KOTASELKVUEL TNV OQVAYKN yld
EUENKTEG AAAA KOl OTTOTEAECUATIKEC TIOALTIKEG 0TNV EANGS O OXETIKA HE TNV ELCaywWYr GAPUAKWY, OL
omoie¢ Ba Aappdavouv umtodn TG WOLATEPOTNTES TNG TTAYKOOULOG PAPUAKEUTIKAG Ayopas Kol TwV
puBuotikwy dtadikactwv. MapadAAnAa, n duvatotnta npocPacnc o GAPUOKA TTOU £XOUV EYKPLOEL
and tov FDA aAAd oxL arnd tov EMA umopel va amoteAéosl {wTlkAG onuaciag ylia aobeveic ue
ocoBapéc n Bavatndopec mabroelg, oL omoiol €XOUV TEPLOPLOUEVEC OEPATEUTIKEG ETIAOYEC,
uTIoypapilovTag £T0L TNV OVAYKN VLA TAXELQ T(POoAPUOYH Kal EUEALElO OTIC EBVIKEG PUBULOTIKEG

TLOALTLKEG,

Elvat, Adouov, anapaitnto to EAANVIKO Zuotnua Yyeiag va umootnpilel evepyd TiIG MPWTOPROUALES
TIOU ETUTPETMOUV TNV TMpooPacn oc PAPHAKO HE UTO OpOUC €yKPLOn OMWC YIVeETalL og OAn TNV
umolounn Eupwrn, kat va SleukoAUVeL TNV powpn mpocPacn, WOlwg yla acBevelg Pe OMAVIES
000€vVELEG, aKOUO KAl AV QUTEG oL Beparmeieg Sev £xouv -aKOUN- UTIOBAAEL aiTtnoN yLa €YKPLON OTOV
EMA. H nepintwon tou Relyvrio, mapoAo mou amoteAel éva HEUOVWHEVO TIAPASELYUA, SEV TIPETEL
va odnynoel oe UTEPBOALKA QUOTNPOTOLNUEVEC TipoUmoBéoel mou Ba mapepmodicouv TNV

gloaywyn ¢apuakwy yla Toug EAANveg aoBeveig, el8IKA yla aUTOUC UE OTIAVLEG VOOOUC. YIIApXOUuV
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o0pwWC MEPLOCOTEPEC MEPUTTWOELG OTIOU GAPUAKA LE UTIO OPOUC £yKplon Tou SlatiBevtal apykd
HECW TIPOYPAUUATWY TIPWLUNG TpooPacng KatéAnfav o€ emituxnuévn MARPN €yKPLon amo Toug

PUBULOTIKOUG HNXOVIOUOUG, TpoodEpovTac VwpLis TepacTia odpEAN oToug aoBeveig.

H euBlvn yla tnv mapakoAouBnon Kol TNV EVNUEPWON OXETIKA HE TNV TPOO0SO TWV KAWVIKWV
SOKLUWV papUAKWY TIou €Xouv AABEL UTIO OPOUG EYKpLon emadleTal KAl 0TOUG BEPATIOVTES LATPOUG,
OAAQ KOl OTLG PUBULOTIKEG apXEC. H mepimtwon tou dpapudkou Relyvrio avadeikviel tn onuaocia tng
EyKaLPNG Kol oKplBoUC evnuépwong, KabBwg kal TNV avaykn yla €vav cuvemn kot diadavn
HNXQVIOUO TapakoAouBnong twv ¢appdkwy mou Slatibevtal HECW TPOYPAUUATWY TIPWLUNG

npooBaong, e€aodalilovtag £ToL TNV AoPAAELD KOL TNV EVNUEPLO TWV AoBEVWV.

Ocov adopd TOV pOAO TWV Oepamoviwv LATPpWV TOU cuvtayoypadolv dapuaka HEOW
TIPOYPOUHUATWY TIPWLIUNG TipocBacng, dev elval povol oe autnv T dadikaocia, kabBwg kat ot
OXETIKEC emutpomég Tou XHIM mailouv emiong évav eAeyktikd poho. To Itnua pe to Relyvrio dev
adopd TNV amotuxia TwV YLATPWV Va TEPLOPLOOUV TN OMATAAN KAl TNV Katdxpnon, aAAd
avTKaToTTpilel TNV gyyevn $puvon ¢ dtadikaciag €ykplong papudkwy, n omoia MOAAEC dOpPEG
yivetal anodektn UMO OpoUC Kal POoWBOEiTAl HECW TIPOYPAUUATWY TIPWLUNG TIPOoBacnc £wg OTou
AdBouv mARpn €ykplon. OL ylatpol akoAouBnoav Tnv MaykOoUla TACH Yyl T Xopnynon
EVKEKPLUEVNG Oepameiag, n omola eival evtayuévn o€ OgpameuTIKA TPWTOKOAAQ KoL
katevBuvtrpleg odnylec. Baoel tou meplotatikou pe To Relyvrio, emonuaivetal n avaykn yla
AUEDN, EyKalpn KoL akpLBr evnuépwan Kol TapakoAouBnon T mopeiag Twv KAWVIKWY SOKLUWVY yLa
ddpuaka TOU Elval gyKeKpLUEVA UTIO Opoug kot SlatiBevtal HECW TPOYPOUUATWY TIPWLHNG
npoéoBaong, wote ta uothpota Yyslag va avtidpouv aueoca ya tn StaduAaln tng vyslag Twv

aoBevwv.

H Staodpaiion tng akpiPfelog kot tng achalelag otn dtadikacio eykploswv dapuakwy, KUPLWE
ekelvwv mou SlatiBevtal HECW TPOYPAUUATWY TPWLUNG TPOoBaonG, QmOLTEL CUVTOVIOUEVN
ouvepyaocia avapeoa oe enipépouc dopeic. H avaykn autr¢ Tng cuvepyaoiag ylveTtol akopa Lo
ETUTOKTIK OTAV OVTIHETWII{OUUE TIEPUTTWOELG UTIOOTEAEXWONG Kal pn e€eldikevong Tou
avOpwrivou SuvaplkoU OTIC pUBULOTIKEG OpXEC. H Katdotaon autr €yeipel To {WTLKO EPWTNHAL:
Mowog dépel TNV teEAKn €uBlvVn yla tnv opbr TapakoAouBnon Kol EVNUEPWON OE QUTEG TLG
Sladikaoieg; Anatteital, Aowmov, €va véo MAaioLlo cuvepyaoiag, OXL LOVO QVALECO OTOUG BEOULKOUC

dopeic Kol TIG PUBULOTIKEG apxeG, aAAG Kal pe GANOUC €UMAEKOUEVOUG GOPELg, OMwWG elval oL
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BEpPATMOVTEC LATPOL, OL EKTTPOCWTTOL A.0OEVWV Kal Ol ETALPELEC PAPHAKEUTIKWY TIPOIOVIWVY. ETtuTAgoy,
amaltteital n xpnon epyaieiwv wg HEPog TG afloAdynong, OMwe To «oloTNUA oapwaong opilovto»
(horizon scanning), ol cupdwVIEC EMIPEPLOUOU KLVSUVOU Kal ol cUUdwVieg pue Baon tnv €kBaon tou
QIMOTEAECUATOC, LA KAl UTTAPXEL LEYAAN aBeBalotnta o€ 0,TL adopd QUTEG TIG VEEG Bepareieg, Ta
Mntpwa AcBevwy, Ta dedopéva mpaypatikol koopou (Real-World Data-RWD), 0Aa epyaldeia ou n

Kowotnta twv acbevwy I{ntd €vtova ta TeAsutaio xpovia and tnv MNoAwteia.

ElS1ka og meplodoug Omou oL TopoL elval meploplopévol Kal n e€eldikeuon SuoeUPETn, N GUANOYLKN

gubuvn kat n Stapdvela otnv EMKowwvia yivovtal akoua TiLo KploLo oTolxeia.

H mepintwon tou Relyvrio, mapouoldotnke and ta Méoa Evnuépwong wg akoua pia eukatpia yla
e€olkovounon Samavwv ywa tov IQET, pa mpoogyylon Tou €0TLAlEL KUPLWG OTNV OLKOVOULKN
dlaotacn. Autog o yvwpovag aduvatel va AdBel umdyPn TNV OUCLOCTIKOTEPN TIPOOTITIKY YLa TNV
aflag ¢ mpooPaocng os Beparmeieg yla Toug aobeveig pe omavieg mabrnoels. Aviidpwvtag o€ auTh
TNV OIMOKAELOTLIKA OLKOVOWLKI) TIPOCEYYLON, €MBUPOUUE va eMIKOAECTOUE TN SHAwon amo Tnv
Apepikavik Evwon ALS HETA TNV avakolvwon ylo TNV OVOITOTEAECUATIKOTNTA TOU GAPUAKOU, N
omola €monUaivel tTn onuooia TG MPWLUNG £ykplong tou Relyvrio amoé tov FDA. ZUpdwva pe TN
SAAwon’: «EAv o FDA 8ev eixe Swoel MPWUN £YKPLON, KAL OTN OUVEXELO TOL AMOTEAECHATA TNC
Sdokiung PHOENIX Atav Betika, xihtadeg avBpwrol mou {ouv pe ALS Sev Ba elxav mpooBaon os pa
Bepaneia mou mapateivel T {wn Kat ATav achalng yla mavw anod duo xpovia. H kowotnta twv
aoBevwv e€édpaoe TNV mpobupia va avaAdaBel tov Kivbuvo, oKOHA KoL oV TEAKA TO GAPHOKO
QTMOSELKVUOTAV AVOTIOTEAECHATIKO». Auti n O6nAwon uToypappilel OtL n TMPWLUN EYKPLon
GapUAKWY OO TOUG PUOULOTIKOUC OPYOVIOUOUG Hmopel va amoteAéoel {WTKAG onuooiag
TIAPAUETPO YLa TN ypryopn mpocoPaocn Twv acBevwv oe Bepameieg mou ev SUVAUEL UmOpoUV va
BeATLWOOUV CNUAVTIKA TNV TOLOTNTA Kol TN SLdpKeLla tng WG TOUC, YEYOVOC TIoU eival LOLALTEPWG
ONUOVTLKO OTLG TEPUTTWOELS TWV ACOEVWV UE OTAVLIA VOO UATA, OTIOU OL BEPAMEUTIKEG ETULAOYEC
elval meploplopéves. OMwe MPOKUMTEL and Tov oXoAlaopo tng Emikoupng Kabnyntplag latpikng
Agovtohoyiag kat Noptkng oto Mavemotrpo tng MevouAfaviag yia tnv nepimtwon tou Relyvrio,
Bewpel OTL TO ploko mou avéraPe o FDA ntav AoyLko, Kol EYIVE O CUVEPYADia HE TOUG OUAAOYOUG
acBevwy, TpooBETovTag ylo TtV olkovoplky Stdotaon Ttou Inthpatog otl’: «Autd eival éva
napadelypa Omou, v TPOKELTal va erutpéPoupe tnv KukAodopia dapudkwyv otV ayopd HE

aBeBatotnta, TOTE XPELO{OMOOTE VA EXOUUE HEYAAUTEPO EAeyX0 oTnV TLHoAGynon». Eival, Aoutov,
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Kplolpo va avayvwpiletal n {wtikn onpacia tng mpooPacng oe Bepamneieg yia toug aoBevelg,
OKOMO Kol OTav OUTO CUVEMAyYETAlL TNV avaAnyn kamowou KwwdUvou I olkovoulkol piokou. H
ouvlntnon yupw OmO TO OLKOVOULKO KOOTOC Oa TPEMEL va TIPOXWPNOEL TAPAAANAQ HE TNV
afloAoynon tN¢ mpayuatikng aflag tng mpoodepouevng Bepamneiag, o€ ocuvepyacia pE TOUG
oUA\OYyouC¢ 0oBevwy, Kol HE yvwpova T Blwoluotnto tou Juothuato¢ Yyelag, wote va

Sdtaodaliletal n Sikan mpooBaocn yla 6AouG.

H ewcaywyn dapudkwv péow tou IOET amotelel pla onupaviikr emévduon otnv Yyela kal otnv
oottt {wng Twv acBevwy, Kot OXL OUMAWG KL OLKOVORLKN Sarmdvn yla TNV ammoktnon akplpwv
dappdakwv. To IQET Aettoupyel wg kpiolo gpyaleio yia tnv e€aodalion npodofaocng o Bepameieg
Tou €lval KoBoploTIkEC yla acBevel¢ pe ooPapég kal omavieg mabnoelg. Ymootnpilloupe TIg
TPOoOoTABELEC TNG Nyeoiag Tou Yroupyeiou Yyelag mTou oToXeUOUV OTNV AMOTEAECUATLKY aflomoinon
Twv SlaBéoipwy Opwy, PE KIWVAOELG TTOU ETULSLWKOUV TNV €€0LKOVOUNCN TIOPWVY Kal Tnv amoduyn
OTIATAANG, XWPLC woTdéoo autod va Biyel tnv mpooPacn twv acBevwv o avaykaieg Beparmeiec.
EmOupoUpe va CUMUETAOXOUUE WG Evwon Inaviwv AcBevwv EAAASOG OTLG TTPOYPOLLHOTLOHEVES
ouvavtoelg oto Ynoupyeio Yyeiag padl pe to IQET, tov EOviké Opyaviopo Qapuakwv (EOD) ko
tov EBvikd Opyaviopo Mapoxwv Yyerovopkng AodpaAiong (EOMYY), KoL OTLG OXETLKEG EMLTPOTIES
WOTE VAL EKTPOCWITHOOUHE T SLKALWLOTA TWV AOOEVWV OTLG EMOUEVEG anodAoELg Tou adopouv

TLG ELOAYWYEG AUTWV TWV PAPHAKWV.

Elvat anapaitnto va kaboplotolv pe cadrivela ol mpolmoBEoelg yla tnv afloAdynon Kal tnv
eloaywyn twv Gapudkwy, HUE OTOXO VA UNV TIAPAUEVOUV QVEKTANPWTEC LATPLKEG AVAYKEG OTNV
EAAGSa. Autd onuaivel otL Ba mpémetl va Sdtapopdwbouv ocupdwvnuéveg Sladikaoieg mou Ba
ETUTPEMOUV TNV Toxela afloAdynon véwv SeSopévwy Kal TNV €yKalpn €VOWHUATWON AUTWV TWV

TIANPOdOPLWYV OTLG UPLOTAUEVEC OEPATIEVUTIKES TIPAKTLKEC.

EruumAéov, elval kpiolo va oplotel éva cUoTnUa CUANOYLKAG EVNUEPWONG KAl TIapakoAouOnong Twv
VEWV 8£60UEVWY, WOTE TO JUOTNUA YYELOC VO UTTOPEL VoL avTLOpA AESA KOL ATIOTEAECUATIKA. AUTO
amaltel tnv evioxuon Twv PUBULOTIKWY OPXWV UE KOTAAANAQ €KTALOEUPEVO KoL €EELOLKEVUEVO

TIPOOWTILKO OTLG Kplolpeg B€oelc.

H dnuoupyia tov EOBvikol Mntpwou AcBsvwv kat n epappoyr tou EBvikou Zxediov Apdong yia

T Inavieg Nadnoeg, mov {nta n Evwon Inaviwv AcBevwv EAAGSog (E.Z.A.E.) kat ot 500.000
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aoOevei¢ mou Jouv pe Inmavieg AoOéveleg otnv EAAASQ, €ival HOVOSPOMOG ylol TNV OALOTLKN
Siaxeipion kat avripetwnion twv Inaviwv Noonudtwv, aAAd Kat yia tn Blwoipotnta Kot tThv

avOektikoTnTa TOoU EAANVIKOU Zuotipatog Yyeiag.

Movo péoa amo pla OAOKANPWHEVN KoL CUVTOVIOUEVN TipooTtdBela umopol e va e€aodaAiicoupe
OTL oL aoBeveig otnv EANGSa Ba €xouv mMpocPacn OTIC TO OUYXPOVEG KAl OTOTEAECHOTIKEG
Bepaneieg, avrpetwnilovrog mapdAAnAa TNV OLKOVOULKN Blwoluotnta tou EBvikoU ZuoTtuatog

Yyeiag.

Evwon Znaviwv Acdsvwv EAAadoc (E.Z.A.E.)

Aiya Adyua yia tnv Evwon Znaviwv AcOsvwv EAAGd0g

Me toug Zmavioug AcBeveig va avtumpoowrnevouv 1o 3,5-5,9% tou mMAnBuouou otnv EAAGSQ, n
QVAYKN YLO L0l CUVTOVLIOUEV TIPOOTIAOELO EKTIPOCWITNONC TOUG KOL YLa piat ard Kool TipoAaoTiion

TOU SIKOULWHATOG LOOTLUNG Kal KABOALKN G TPOGBacH G TOUC OTLC UTNPECLEG YYELOG ATAV ETMLTAKTIKA.

To Opapa tn¢ Imaviog Kowotntag ywo eviaia ¢wvn €ywve mpaypatikotnta tov QeBpoudplo tou
2022 pe tnv d6puon ¢ E.Z.A.E., pe Baolkd aitnua tng «Kavévag Imaviog¢ AcBevig va pn peivel

Tilow», TIou amoteAel kat otoxo tng Atlévtag 2030 Twv Hvwpévwy EBvwv yia tn Buwolpn Avamtuén.

H E.Z.A.E. elval pia Evwon Opyavwoswv AcBevwv pn kepSookomikoU XapoKtipa, HE €6pa tnv
ABrva kal eplpEpela OAOKANPN TNV EAANVLKN ETUKPATELQ, N OTOLA, QUTAV TN OTLYHI, CUYKEVIPWVEL
UTO TN oKEMN tNG 30 ZUAAGYouG, Zwpateia kot AMKE pe aoBeveig mou {ouv pe Zmavieg AcBEveleg

kat Noonuorta.

IAUEPQ, ATMOTEAEL TOV PEYAAUTEPO POPEN EKTTPOOWTINGNG TWV ITAVIWYV AGBEVWV KAl TWV AVOYKWV
Toug otnv EAAGSa, pe péEAN oe Emutpomég kat Opadeg Epyaciog, omwg otnv Emttponr Imaviwv
Noonudatwv, otnv Opada Epyoaocia¢g Mntpwou yia ta Imavia Noonuata, otnv Emtponn
DappokeuTikng Aamdvng Ogparmeutikwy MPwTokOA WY kat MnTpwwv Tou uroupyeiov Yyelag K.A.
MapaAAnAa, eival o emionuog dopéag ekmpoownnong tng EAAGdag oto efwteplkd, pEAOG TOU
Eupwnaikot Opyaviopol Inaviwv Madnoswv (EURORDIS), kabBwg kot Tou ZupBouliov Twv EBvikwy

Evwoegwv tng Eupwning (Council of National Alliances).

Karvikapgacg 19* | ABrAva | 10556 | T. 694 344 8509 | E. rarediseasesgreece@gmail.com



mailto:rarediseasesgreece@gmail.com

10.

11.

12.

@ ENQXH ZMNANIQN
AZOENQN EAAAAOZ

AnAwoelg kata tn Stapkela tnG nuepidag tou NaveAAnviou DapuokeuTikol UAAOYOU yla Th

AvadopEg

dappakeuTikn MOATIkr otig 11 Maptiou 2024 kal tou cuvedpiou Economist yla TLG TTOALTLKES
oToV Kapkivo otig 12 Maptiou 2024.

https://www.newsit.gr/ellada/georgiadis-mono-me-egkrisi-tou-ema-tha-xorigountai-farmaka-

sti-xora-kataggellei-ypersyntagografisi/4030836/

https://www.flash.gr/sto-mikroskopio-2-farmaka-poy-eisagontai-meso-ifet-dothikan-

ekatommyria-kai-apetychan-stis-klinikes-meletes-925148

https://www.mononews.gr/health/healthstories/adonis-georgiadis-gia-ifet-to-pe-ke-to-kane-

beni-o-protos-koftis

https://www.parapolitika.gr/politiki/article/1362212/adonis-georgiadis-apotuhia-ton-giatron-i-

sudagografisi-tou-relyvrio/

https://www.in.gr/2024/03/13/greece/aksiologisi-sta-nea-farmaka-pou-einai-viosima-gia-ton-

proypologismo/

https://edition.cnn.com/2024/03/08/health/als-drug-relyvrio-fails-trial/index.html
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