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ABnva, 28 NoguBpiov 2023

AEATIO TYNOY

«TO TAZIAI TOY DAPMAKOY»
ONOKAHPQOHKE ME ENITYXIA TO WORKSHOP
THZ ENQ2ZHZ ZMANIQN AZOENQN EANAAOZ

H'Evwon Inaviwv AcBsvwv EAAGS0¢/E.2.A.E., £X0VTOC MAVTA WG £VAV Ao TOUC 0TOXOUG TNG TNV

eknaidevon kat evéuvdpwon twv Melwv tng, mpayparomnoinoce ot 18 NoeguBpiov 2023
UBPLEKO TAOTIKO TEXVIKO Workshop, pe Oépa «To taidt tov PapUAaKou», e EKTTALOEVUTEG QMO
tov EMA, tov EONYY, tov EO®, tov IQET, kaBwg kat and tn Blopnxavia, HE TNV EUYEVIKA
unootnptén twv Etapeiwv ASTRAZENECA M.A.E. kaw SANOFI - AVENTIS A.E.&B.E.

Zntoupevo tng ekdRAwong, n omoia otédOnke pe HeyaAn emtuyia, KaBw¢ cuppeteixav 47
eKnpocwmnol ZUAAOYwV Znaviwv AcBevwv, 17 eKMPOCWIOL ETALPELWV Kal popEéwv, OTWGE Kat oL
véeg opadeg AoBsvwv tng E.Z.A.E mou Bpiokovtal oto otadio idpuong ZuAAoywv, rTav oL
CUMMETEXOVTEC VA YVWPLoouV TIG 060U¢ avamtuéng dapudkwy, Kot mpocBaong o€ autd otnv
EAAGSa, £TOL WOTE VO ATIOKTOOUV TNV KOATAAANAN KOTAPTLON YLO Lo TTILO aMOSOTIKI) CUVEPYOOLia
LE TO LOTPLKO TIPOOWTILKO, TN PBlopnyavia Kot TI¢ EBVIKEC OPXEG, TTAVTO HE OMWTIEPO OKOTIO TV
gMLTA)LVON TNG POoBaong o€ AUTA yla T Atopa tou {ouv e Inavieg Nabnoelc.

To Workshop k@Aue Bepatikd tnv avantuén Kavotopwv Bepaneiwy yia ta Znavia Nooruata,
TIC KALVIKEG SOKLMEG, LLE TIG TIPOKANOELG KAl TIC EUKOLPLEC TTIOU QUTEG dnuLloupyoly, TV aia Twv
6edopévwv vyeiag, To Kavoviotikdé MAaicwo mou oploBetei ta povomdrtia mpocfaong Ko
anolnpniwong, aAAG Kal Tov poAo Twv acBevwyv ota Stddopa otadia tou Taldlol Tou papuakou.
‘Edwoe, emiong, TNV €ukalpia va YIVEL TO MPWTO PBApA Xaptoypddnong Twv avaykwv Tng
Kowotntag, aAAd Kot Evoroinong tng SLaomaptng yvwong, EMTPENOVTAG TapAAANAQ va UItouy
Ol BACELG TOU OTPATNYLKOU OXESLOOUOU KaL TWV TPOTEPALOTATWYV TNG E.Z.A.E., aAAA KOl TNG ZAVLIOC
Kowotntag cuvoAikd otnv mpdoBacn otnv Katvotopia.

Tig oulieg avolke o kog lwavvng Mapyapdg, Access & Value Demonstration Lead
Greece/Cyprus/Malta, Takeda, phwvtag yia tnv MpokAwvikn épevva otig Néeg Texvoloyieg Kal
ota Opdava Dapuaka, evw o Ko Kwvotavtivog MouAnuévog, Country Lead, Country Clinical
Operations, Roche Hellas, mipe tn okUTAAN yla va Anoet yia tnv KAwikn ‘Epguva, 0mwg Kat ya
TIC TTPOKANOELG KOL TLG EUKALPLEG yLat TNV KALVLKN OVATTTUEN OTLC Iavieg AoBEveLec.


https://rarediseasesgreece.gr/
https://www.facebook.com/takedapharma?__cft__%5b0%5d=AZU8BPAkaZrehy6U5FHV4puIMkNrVuwvK0BoJZsjoZvFR_xVdBDKrDZFa7mRDgdQdPeUcxUdpKyL1I3ZfKbs8zQy0A7mr1-QUQTP9__kmPadMqYF_ouTM_aHhURLsWtwj3mDsHU3Vik3-kq7ds8efezactYcvgV3mye67HT4eGhW7EuDOr44P70-KNe6Ct8D7Iw&__tn__=-%5dK-R
https://www.facebook.com/Roche-Hellas-499941286735633/?__cft__%5b0%5d=AZU8BPAkaZrehy6U5FHV4puIMkNrVuwvK0BoJZsjoZvFR_xVdBDKrDZFa7mRDgdQdPeUcxUdpKyL1I3ZfKbs8zQy0A7mr1-QUQTP9__kmPadMqYF_ouTM_aHhURLsWtwj3mDsHU3Vik3-kq7ds8efezactYcvgV3mye67HT4eGhW7EuDOr44P70-KNe6Ct8D7Iw&__tn__=kK-R
https://www.facebook.com/hashtag/%CF%83%CF%80%CE%AC%CE%BD%CE%B9%CE%B5%CF%82%CE%B1%CF%83%CE%B8%CE%AD%CE%BD%CE%B5%CE%B9%CE%B5%CF%82?__eep__=6&__cft__%5b0%5d=AZU8BPAkaZrehy6U5FHV4puIMkNrVuwvK0BoJZsjoZvFR_xVdBDKrDZFa7mRDgdQdPeUcxUdpKyL1I3ZfKbs8zQy0A7mr1-QUQTP9__kmPadMqYF_ouTM_aHhURLsWtwj3mDsHU3Vik3-kq7ds8efezactYcvgV3mye67HT4eGhW7EuDOr44P70-KNe6Ct8D7Iw&__tn__=*NK-R
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Z1n ouvexela, n ka Kupuakn T{oyavn, Senior Scientific Administrator, European Medicines Agency,
Orphan Medicines Office, mepléypae TIC TPEXOUOEC PUOULOTIKEG 060UG yla ta Opdava
Dappaka, evw n ka EAévn Katoopitn, KAwikn Aélodoyntpla - Tunua AéloAdynonc Qapudkwv
AvOpwriivng Xpriong EO®, MéAog tn¢ Matdtatpikn¢ Emttponric EMA, avadépBnke otig AladpopEég
NpooBaong twv Opdavwv Dappdakwv otnv EAAGSa.

Amo tn pepld ™G, n Ka Xapa Kavn, Mpoiotaucvn Tunuatoc Zxediaouou kat MNoapakoAovdnong
Xopriynong @apudkwv otn Aievduvon Q@apudkou, E.O.M.Y.Y., pilnoe vy t1¢ Aladpopég
anol{npiwong twv Opdavwv Pappdkwv otn xwpa pog, kot n ka Mapia KaloyepomouAou,
Associate Director Value Access, Health Policy & RWE, IQVIA Hellas, mapouciace OAou¢ Toug
AGyoug yla toug omoiloug ta dedopéva tTwv acBevwv €xouv peyadn afia oto tagidt tou
dbappakovu.

Téhog, n ka NMwta Kotoskidov, Aicuduvipla Etaipikwv Yro9éoewy, AstraZeneca, o ko¢ Nikog
Kwotapag, Mevikoc AteuBuvtrc IQVIA, kal o koG lwavvng Zwtnpiov, téw¢ Ateuduvwy ZuuBouldog
IQET, unoypaupioav tov poAo tTwv Opyavwoswv AcBevwv otn BeAtiwon tng mpécpaong ota

dbappaka.

H Evwon Inaviwv AcBevwv EANASOG suxaplotel OAOUG TOUG OMIANTEG Kal OAEG TLG OMULANTPLEG,
TOUG UTIOOTNPLKTEG TNG dlopydvwong, aAAd Kol TOUG CUMMETEXOVTEG Ttou, ite Sta {wong elte
StadikTuaka, mApav PEPOC OE AUTH TNV TIOAU evllapEpouca Kal EMUOPPWTIKN EkSNAwON YUpw
anod Toug TPOMOUG HUE Toug omoioug Ba SlachaAiotel n mpdoPfacn twv AcBevwvy pE ITTAVLIEG
MNabnoelg oe KAwikeG Epeuveg Kal Oeparmeieg.

H ouykekpluévn 8pAon eyKaviaoe HE TOV TPOTIO AUTOV €vav VEO KUKAO CUVEPYOOLWV OVALECO
o€ OAoug toug evdiadepopevoug Popelg, He OTOXO TNV Kataypadn Kol LKAVOmoinon twv
OKAAUTTTWV avayKwV Twv Opyavwoswv Kol Twv acfevwv pe Inavia Noorjpata otnv EAAGda.

Ma neploootepeg nAnpodopieg
E.Z.A.E.
Yr. Emukowvwviag: EAiva MiaoUAn, TnA.: 697 726 3301, Email: press@rarediseasesgreece.gr

Alya Aoywa yia tnv E.Z.A.E. kot ta Znavia Noorjpato

Ztnv EAAaSa utoAoyiletal OtL oL oTtAvieG aoBEveLEG TANTTOUV TO 6% TOov TARBUOKOU TG XWPAC.
AapBavovtag urton to LEAN TNG OLKOYEVELAG KOL TOUG PPOVTLOTEG TOUG, UTIAPXOUV OTN XWPA LG
neplocotepol amnod 1.500.000 avBpwmol ot omoiot emnpedlovtol AUECA 1 EUUECA ATIO OTIAVLEG
ooB€velec.

H E.Z.A.E cuotdBnke tov QeBpoudplo tou 2022 yia va avadeifel Tn cofapdtnTa KAl TNV aAvAyKn
OTMOTEAECUATLIKAG QVTLLETWTILONG auTwv Twv MNabnoswv, pe Baowo aitnpa «Kavévag Imaviog


https://www.facebook.com/European-Medicines-Agency-135627683135752/?__cft__%5b0%5d=AZU8BPAkaZrehy6U5FHV4puIMkNrVuwvK0BoJZsjoZvFR_xVdBDKrDZFa7mRDgdQdPeUcxUdpKyL1I3ZfKbs8zQy0A7mr1-QUQTP9__kmPadMqYF_ouTM_aHhURLsWtwj3mDsHU3Vik3-kq7ds8efezactYcvgV3mye67HT4eGhW7EuDOr44P70-KNe6Ct8D7Iw&__tn__=kK-R
https://www.facebook.com/hashtag/%CE%BF%CF%81%CF%86%CE%B1%CE%BD%CF%8E%CE%BD%CF%86%CE%B1%CF%81%CE%BC%CE%AC%CE%BA%CF%89%CE%BD?__eep__=6&__cft__%5b0%5d=AZU8BPAkaZrehy6U5FHV4puIMkNrVuwvK0BoJZsjoZvFR_xVdBDKrDZFa7mRDgdQdPeUcxUdpKyL1I3ZfKbs8zQy0A7mr1-QUQTP9__kmPadMqYF_ouTM_aHhURLsWtwj3mDsHU3Vik3-kq7ds8efezactYcvgV3mye67HT4eGhW7EuDOr44P70-KNe6Ct8D7Iw&__tn__=*NK-R
https://www.facebook.com/AstraZeneca?__cft__%5b0%5d=AZU8BPAkaZrehy6U5FHV4puIMkNrVuwvK0BoJZsjoZvFR_xVdBDKrDZFa7mRDgdQdPeUcxUdpKyL1I3ZfKbs8zQy0A7mr1-QUQTP9__kmPadMqYF_ouTM_aHhURLsWtwj3mDsHU3Vik3-kq7ds8efezactYcvgV3mye67HT4eGhW7EuDOr44P70-KNe6Ct8D7Iw&__tn__=-%5dK-R
https://www.facebook.com/IQVIA?__cft__%5b0%5d=AZU8BPAkaZrehy6U5FHV4puIMkNrVuwvK0BoJZsjoZvFR_xVdBDKrDZFa7mRDgdQdPeUcxUdpKyL1I3ZfKbs8zQy0A7mr1-QUQTP9__kmPadMqYF_ouTM_aHhURLsWtwj3mDsHU3Vik3-kq7ds8efezactYcvgV3mye67HT4eGhW7EuDOr44P70-KNe6Ct8D7Iw&__tn__=-%5dK-R
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AcBevnc va pun peivel tiow», Ttou amoteAel kat otoxo tng AtZévtag 2030 twv Hvwpévwy EBvwy yla
™ Buwoun Avarmtuén.

Ta péAn tng E.Z.A.E. eivat:

. «“95”, EAAnVIKN Zuppayia yia toug Inavioug AcBeveic»

. Karkinaki

. Ayyypa Zwng

. EMAnvikn Etatpeia yia tnv lvndn Kuotikn Nooo - “MaveAnviog Z0AMoyog Kuotikng lvwong”
. EAAnvikog Z0Aoyog yia tnv Ataéia tou Opivtply (Friedreich’s Ataxia)

. EAAnviko¢ Z0ANoyog Mveupovikng lvwong «MNveupoves Zwngy

.'Evwon Novéwv Matdwv kat NEwv pe AtaBntn

.'Evwon Kapdionabwv Afiwpatikwy MoAepikot NautikoU, Alpevikol Xwuatog Kal Gilwy

O 00 N OO 1 A W N B

. Naykprtiog ZUAAoyog Novewy kot OAwv Madlwv pe kapkivo «H HAloxtida»

10. NaveAnvio Evwon AtaBntn

11. MaveMnivia Opoormovdio JuMoOywv AcBevwv, Tovéwv, Kndepovwv kat OAwv Maldlwv pe
Pevpatikd Noorjuata «PEYMAZHN»

12. MNaveAAnviog ZUAAoyoc AcBevwv kal ¢pilwv MNooxoviwv amd Avcoowuikd Noonpoato «H
AANHAETTYH»

13. NaveAArviog ZUAAoyog AcBevwv & OAwv Naoxovtwy and veupolvwpdTwon - «Zwr pe NF»

14. NaveA\nviog ZUAoyog AcBevwv kat OAwv Maoxovtwv ano Owoyevr YrepxoAnotepoAatuia - LDL
Greece

15. MaveA\nviog ZUAoyog ATOpwy Kot Fovéwv Maldwv pe Zuyyeveig OpOompwKTIKEG AVwHaAieg

16. NaveAArviog XUANoyo¢ Mpootaciog Evnuépwaonc & BonBelag Kapdlomabwv Natdiwy - «H Kapdia
Tou MNatdou»

17. ZUM\oyog AcBevwv Hratog EAAaSoc «MpounB£ag»

18. Y0Moyog AcBevwv kat Oilwv Noaoxoviwv amd KAnpovouwka MetafoAika Noonuata «Kpikog
Zwng»

19. ZUA\oyocg MNovewv Kat Kndepovwv Natdlwyv pe Tuyyeveic Kapdlomabeleg «H Ayia Zodia»

20. ZUA\oyoc MNovéwv Kot Kndepovwy twy Maldlwv pe Xpovieg Peupatondbeleg

21. Z0Moyocg lNovéwv kat Oikwv ATopwv pe Z0vdpopo Angelman

22. JUMoyoc Kapkivomabwyv & Inaviwv Nadrioewv Nopou ERpou «Mall yia Zwn»

23. Z0A\oyocg KapkivomaBbwv — EBgAoviwv — OiAwv — latpwv «K.E.O.I»

24. YUMoyog Nooou Xavtivyktov EANaS0o¢g

25. UA\oyocg PeupatonaBwy Kpntng

26. Z0M\oyoc Peupatonabwv Matpag

27. 2UA\oyoc ZkeAeTikn ¢ Yyelag Metadolba

28. 20M\oyog Didwv AcBevwy pe MNpwtonabeic Avocoavemnapkeleg & Nadlatpikng Avoooloyilag

29. Jwpuateio «Owoyevelakn Zuppoxia EAAadog kata tng vooou VHL»



