LYNEAPIO KYXTIKHZ INQXHL 2024

AvakaAuntovtac to Movonart yia Aneploptotn Avaca

9:00-9:30 MpooéAeuon- Eyypagpég
9:30 Kalwoopiopa Mpoédpou Maveldrjviou Zulloyou Kuotikig lvwong, Emivou ‘Avva
9:30-11:00 Xaipeticpoi

09:30-09:34  Ymoupydg Yyeiag, Adwvig Mewpyiadng *

09:34-09:39  Tevikr Mpappatéag Yrnpeoiov Yyeiag Ymoupyeiou Yyeiag, BiASipidn Aikiav Bevetia
09:39-09:43  MMpdedpog EBvikou Opyaviopou Pappdkwy, MavwAdmoulog Eudyyerog
09:43-09:48  Aioikrjtpia EOMYY, Kaprodivn Oeavad

09:48-09:52  Mpoioctapévn AiedBuvong Pappdrkou EOMYY, Kavi Xapd

09:52-09:57  CEO Eurordis-Rare Diseases Europe,Virginie Bros Facer

09:57-10:01 CEO Cystic Fibrosis Europe, Hilde de Keyser

10:01-10:06 Eknmpdowmog Eupwraikod Mntpwou Kuotikrg lvwong ECFSPR, Prof. Lutz Nahrlich
10:06-10:10 Avumpdedpog Evwong AcBevav EAMAESog, Toekoupa Mépn

[0:10-10:15 Mpdedpog 16pupatog Qvdon, Mamadnuntpiou Avtwvng

10:15-10:19 Mpdedpog EBvikou Opyaviopol Metapooxeloswy, Mamabeodwpidng Medpyiog
10:19-10:24 Mpdedpog Qvdoeiou KapSioxeipoupyikolt Kévtpou, MmoAétng lwdvvng
10:24-10:28 Mpdedpog Ivoutoutou Yyeiag tou Maidioy, Kavakd-Gantenbein Xpiotiva
10:28-10:33  YmeuBuvn Kuotikrig lvwong, Epyactipio latpikrg Mevetikrig EKMA, TZétn Mapia
10:33-10:37 Yrieubuvog Mpootaciag AeSopévwy Ymoupyeiou Yyeiag, Zwypagdmoulog Anpitpng

10:37-10:42 Mpoictapévn Tufuatog Oepameutikdv MpwtokdMwv kal Mntphwv Yroupyeiou Yyeiag, Mrtpou
Mavayiota

10:42-10:46  Emotnuovikd YnetBuvog O.E. Yroupyeiou Yyeiag Hospital at Home, Toavdkag lwdvvng
10:46-10:5I Exmpdowmog EAnvikrg Mveupovoloyikrig Etaipeiag, Méoxog Xapdhaprmog

10:51-10:55 MpdeSpog EMnvikrg Maisutikrig Muvaikoloyikrig Etaipeiag, PoSoAdkng AAéEavdpog
10:55-10:59 Mpdedpog Evwong Mveupovoldywv ENGSog, Toikpikd Ztapatoula

A evotnra: Kuotukn ‘Iveon ota maidia

11:00-12:30 Zuvtoviopdg: Imivou Avva, lavvakn Kevotavtiva

To véo mpdowrmo tng Kuotikig lvwong: EAmideg kai

[1:00-11:10 N Xatgnayoépou EAmida

[1:10-11:220  Xdyxpovn avupetwmon & ohiotiki @povtida maidiwv pe K.l Metpoxeilou Apyupr|

11:20-11:30 N,esc npooeyyioeig ot Siaxeipion Twv EMMAOK®Y OTO TEMTIKS S e
olotnua twv acBevwv

) ) MetdBaon twv eprifwv pe K.l amd v naidiatpiki otn @povtida , ,

11:30-11:40 evnhikov: Néa SeSopéva Mapaokdkng Eppavoun

11:40-11:50 Alutp’oclesq napepPdoeig oe acBeveig pe maykpeatiki Katoayévn Xpiotiva
avendpkela

11:50-12:00  Nedtepa dedopéva otn diatpopn maildiwv pe Kuotikr lvwon lkapméta Avaotacia

12:00-12:30 Epwtrioeig koivou
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12:30-13:00

13:00-14:30

13:00-13:10

13:10-13:20

13:20-13:30
13:30-13:40

13:40-13:50

13:50-14:00

14:00-14:05

14:05-14:30

14:30-15:00

14:30-16:00

14:30-14:40

14:40-14:50

14:50-15:00

15:00-15:30

15:30-16:00

*TBC
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AidAeippa (ehagpu yeupa)

B’ evétnra: Kuotikn Ivwon otoug evijAikeg & PJETAPNOOXEUCT) TIVEUHOVWV
Yuvroviopog: Emivou Avva, lMavvakn Kevotavtiva

Néeg mpoxArjoeig otnv Kuotki lvwon

Xoprjynon tou tpimhol cuvduacuou elexacaftor/tezacaftor/
ivacaftor oe acBeveig pe K.I. xwpig AF508

H epmeipia diaxeipiong evnAikwv acBeviv pe Kuotikh lvwon

Metapooxeuoeig mveupdvwy: MNou Ppiokdpacte to 2024

Kapdioxeipoupyikr) aviipet®mon otoug acOeveig mpog
METAPOOXEUCH TIVEUPOVWYV

Meteyxelpntikr Mopeia PETAPOOXEUPEVWV aoBev®Y

Mia 2n eukaipia yia {wr): H gpmeipia tng petapdoxeuong
TIVEUPSVWY P€oa amo ta pdtia evog acBevr)

Epwtrioeig koivou

AidAsippa (kagég)

Aiapavtéa Pihia
MaviAikatepivn

Mitoidiavdkng Mewpyiog

Toaykdpng HpakArig
Xapoyewpydkng OeUICTOKANG
Oeodwpdmoulog Pwtng

Boulyapidou Ayopaoth

I’ Evotnra: 41 xpovia MaveAArjviog ZUAoyog Kuotikig ‘Ivwong-
Metapopewvovtag tn {wn pe Kuotkn ‘Iveon
Yuvroviouodg: Emivou Avva, lMavvdakn Kewvotavtiva

MaveAArviog ZUAMoyog Kuotikrig'lvwong 1983-2024: Avoiyovtag
Tov dpdpo yia “Anepidpiotn Avdoa”

Mpdypappa opadikrig diadiktuakiig yvwolakhg
oupmepigpoploTikiG YuxoBepareiag otov MNMaveArjvio ZUAMoyo
Kuoukriglvwong

lpappn BorBeiag yia tnv K.l. “Anepidpiotn Avdoa”: Mia
tnAepwVvikf ypapur ummootrpi§ng yia dAoug

H {wr pe Kuotukd'lvwon;:
lotopieg Suvapng amd acBeveig & ppovtioTég

Awpedv diavopri véou BifAiou «Aiatpoeri MNaidiov pe Kuotikn
‘Ivwon»

21mivou Avva

Pakit¢r Xtaupouia

Atoaf€ EAévn
>aAtoupidou EAévn
Katodvou B

Mrpdpng Xpriotog
Koupdkng MNwpyog
Toevtibou Mapiéva
WuAAd Eutuxia

Mrmoupavri- Aifabuvou Eua
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OpiAntég

Adwvig MNewpy1adng, Ymoupydg Yyeiag *
BiA81pidn Aihiav Bevertia, levikr Ipappatéag Ynnpeoiwv Yyeiag Ymoupyeiou Yyeiag

MavwAdémoulog Eudyyelog, Mpdedpog EBvikou Opyaviopot Pappdkwv (EOP), Kabnyntrig Pappakoroyiag, latpikr
>xoArj, Anpokpiteio MNMavemotipio Opdkng

Kapmodivn O@savw, Aloikrjtpia EBvikou Opyaviopou Mapoxrig Yrmpeoiwv Yyeiag (EOMYY)

Kav Xapd, Pappakomoidg, MNpoioctapévn AietBuvong Pappdkou EBvikod Opyaviopou MNapoxrig Yrmpeoiwv Yyeiag
(EOTTYY)

Virginie Bros Facer, CEO Eurordis-Rare Diseases Europe
Hilde de Keyser, CEO Cystic Fibrosis Europe

Lutz Nahrlich, Kabnyntrig levikij Maidiatpikr, Maidiatpikry AMepyiohoyia, MNaidiatpikn Mveupovoloyia & Kuotiki
‘Ivwon, AieuBuvtr|g Mavemotnuiaké Noocokopeio MNkioev kai Mdppmoupyk, leppavia, Mélog Ekteleotikrg Emtporrig
Eupwmaikod Mntpwou Kuotikriglvwong ECFSPR

Toekoupa Mépn, B’ Avtmpoedpog Evwong AcBevwv EMAdog
Mamadnpuntpiou Avtwvng, MNpdedpog I6pupatog Qvdon

ManaBeodwpidng MNewpyiog, Mpdedpog EBvikou Opyaviopol Metapooxeloewy, Kabnyntrig latpikig EKIMA, Aigu-
Buvtrig Mavemotnuiakng Maotpevieporoyikrig KAivikig kar AieuBuvtric Movddag Metapdoxeuong ‘Hmatog-TNA
«NAIKO»

MnoAétng lwavvng, MNpdedpog Qvdoeiou Kapdioxeipoupyikou Kévtpou, Kabnyntrig MNaboloyiag— Negpoloyiag,
latpikr) XxoAr} EKITA

Kavakd-Gantenbein Xpiotiva, Mpdéedpog Ivotitoitou Yyeiag tou Maidiod, Kabnyrjtpia Maidiatpikig-Maidiatpikrg
EvSokpivohoyiag, AieuBuvrpia Ay Maidiatpikrig KAivikiig kai Xwpepeiou Epeuvnrtikol Epyaotnpiou E.K.IM.A., Endo-
ERN Aghia Sophia Children’s Hospital representative, MéAog EOvikrig Emrtponnq yia ta Xndvia Noorjpata, Emotn-

Hovikr] YTeuBuvn Tou KEVTPOU EPTIEIPOYVWHOOUVNG YIa Ta omdvia evOoKpIVIKE voorpata maidwy

T{étn Mapia, PhD, Kabnyntpia levetikrig, Epyaotripio latpikiig MNevetkiig, latpikri XxoAr E.K.IN.A., Nocokopeio Nai-
Swv «H Ayia Xopia»

Zwypagodmoulog Anpntpng, Yrmeubuvog MNpootaciag Aedopévwv (DPO) Ymoupyeiou Yyeiag
Mrtpou Mavayiwta, MNpoictapévn Tprpatog Oepaneutikwv MNpwtokdMwy kal Mntpwwv Ymoupyeiou Yyeiag

Toavdkag lwavvng, Zuvtoviotrig Opadag Epyaciag EBvikou Mntpwou Kuotikig Ivwong, Emotnpovikd, YmetBuvog
Opddag Epyaciag Ymoupyeiou Yyeiag mpoypdupatog Hospital at Home, Opdétipog Kabnyntrig Maidiatpikiig- Mai-
Sartpikrig MNMveupovohoyiag A.MN.O.
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Méoxog Xapdhapmog, Méhog AX EAAnvikrg Mveupovoloyikiig Etaipeiag (EME), Mveupovoldyog — Dupatioldyog,
EmpeAntic A’ Avugupatikot Tprpatog— Movdda AvBektikrig Pupatinong, ITNNOA H Zwtnpia

Po&oAdkng AAéEavdpog, Mpoedpog EAnvikrg Maieutikiig luvaikoloyikiig Etaipeiag, Kabnyntrig Maieutikrig- Muvai-
koMoyiag E.K.T.A.

Toikpikd Xrapatoula, Mpdedpog Evwong Mveupovoldywy EAGSog (EMNEA), Mveupovoldyog, TEM, TNNOA H
>wtnpia

Xat{nayoépou EAmida, Kabnyntpia Maidiatpikig- Maidiatpikrg Maidomveupovoroyiag A.lM.O., Yredbuvn Movddag
Kuotuikrg'lvwong 'NO© “Inmokpdteio”

Metpoxeilou Apyupn, MNaidiatpog— Maidomveupovordyog, Emperrtpia Ay, Tpripa Kuotikrg'lvwong, Maidwv “H Ayia
Zopia”

Pwtouldkn Mapia, Kabnyrjtpia Maidiatpikrg Maotpeviepoloyiag A.MN.O., AieuBivipia Maidiatpikiig MNaoctpevtepo-
Aoyiag, Hmatohoyiag kai Siatpoerig, INO© «I. MNamayswpyiouy

Mapaockdakng EppavounA, Mpdedpog EMnvikrg Maidonveupovoloyikiig Etaipeiag,Av. Kabnyntrig Maidiatpikrg MNMa-
vemotnuiou Kprjtng, YmeuBuvog latpeiou Kuotikig Ivwong maidiav, Mavemotnpiakd Meviké Nocokopeio HpakAei-

ou Kprtng (MEMATNH)

Katoaywvn Xpiotiva, MSc, PhD, KAivikiy Alaitohdyog-Aiatpogpoldyog, I.N. Maidwv «H Ayia Xogia», Emotnpovikr

Yuvepyduda Xapokoreiou MNavemotnuiou

Ncapnéta Avaotaocia, MD, PhD, MSc, Maidiatpog, Aiddktwp latpikiig AlNO, MSc - Applied Nutrition and Health

Promotion

Aiapavtéa ®Pihia, [Nveupovordyog, AieuBuvtpia EXY, Emotnpovikd YnetBuvn Movddag Kuotikiig Ivwong EvnAikwv,

2iopavéyAsio TNA

MaviKatepiva, Avaninpwtpia Kabnyntpia MNMveupovoloyiag-Pupatiodoyiag AlNO, Kévipo Kuotikiig Ivwong Evnhi-
kwv, [Mveupovoloyikr KAivikii AlMO, TNO «I. MNMamavikoAdouy

Mito18iavdakng Mewpylog, Aieubuvtrig EZY MNveupovoloyiag, YrmeuBuvog latpeiou Kuotikrg Ivwong evnAikwy, Maver-

otnuiakd lMeviké Noookopeio HpaxAgiou Kprjtng (MEMAIMNH)
Toaykapneg HpakAng, Kabnyntrig MNveupovoloyiag — Evtatikig Oepaneiag EKIMA, AiguBuvtrig B” Khivikrig Evtatikiig

Oe¢parneiag Attikdv, Emotnuovikdg Ymeubuvog Kévtpou Metapdoxeuong MNMveupdvawv Qvdoeiou KapSioxeipoupyi-

Kou Kévtpou

Xapoyewpydkng OepiotokAng, Aisubuvtrig B® Kapdioxeipoupyikol Turfpatog, Yrmeubuvog Kapdioxeipoupydg Mo-

vadog Metapooxetoswv Kapdidg — MNMveupdvav & Mnxavikrig Yrmootrpi§ng, Qvdoeio Kapdioxeipoupyikd Kévipo
O=0dwpomourog Pwtng, Empeintrig MNMveupovolroyiag, Qvdoeio Kapdioxeipoupyikd Kévtpo

Imivou Avva, Mpdedpog MaveArjviou ZuAdyou Kuotikiig Ivwong, Méhog Opadag Epyaciag EBvikod Mntpwou Ku-
otk lvwong, Méhog A.X. Eupwnaikou Opyaviopou Eurordis- Rare Diseases Europe, European Patients’ Academy
(EUPAT]) fellow
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MNavvdkn Kevotavtiva, Avtnpoedpog MNavelrjviou ZuAdyou Kuotikrg lvwong

Paiit{r} Xtaupoula, Dr., Dipl.-Psychologist KAivikij yuxohdyog pe endpieia otn Nvwoiakr Zupnepigopiotiki Wuxo-
Bepareia, YreuBuvn mpoypdppatog opadikrig Puxobeparneiag MaveArjviou Zuldéyou Kuotikrg lvwong

Atoaé EAévn, Wuxoldyog, MSc latpikrig ZxoAig «Aywyn kai Mpoaywyr Yyeiagy, Yredbuvn mpoypdppatog Helpline
«Anepidpiotn Avacay Mavelrjviou Xuloyou Kuotikrg Ilvwong

Xaltoupidou EAévn, Koivwviki Aertoupydg, YmeuBuvn npoypdupatog Helpline «Amepidpiotn Avdoay MaveAirjviou
2uMdéyou Kuotikrg lvwong

R Yno v Alyida
> % 1. -
’o 248 ENHNIKOX OPTANIZMOX
CF Europe (\ METAMOZXEYZEQN
EURORDIS
& ‘Evwon
AocBevwv
EAM\GSag EANAnvIkR
MNaiSonvevpovoloyikn
Etaipeia
Aonpévios Xopnyos Baoikoi Ynootnpiktes Awpntns

SPECIALTY .

‘ NUTRICIA PARI

N 9

INNOVATIVE TREATMENTS

VERTEX CI askpharma -

THE SCIENCE of POSSIBILITY
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