OMIAHTEL —XYNTONIZTEL

Abavagiov Aguﬁtpnc Mpdedpog Evwang Znaviwv AoBeviv EMGSoc Rare Diseases Greece, European Medicines Ag&ncg/ Méhog
PDCO, péhog A.2. GVK(')OEIGC Opyavwang Duchenne péhog A.X.European Patient Forum, péhog A.X Evwang AoBevav EMadoc, "95"
ENAnvikn Zuppayia yia ta Zmdvia Noorpata, Alaxeiplotig ekmpoo.aofevov

Avactacaxnc Apne KapdioAdyoc MD PhD Emotnpovikdc YniedBuvog povddac kKAnpovopKav kat omaviwv Kapdiohoyikav mabroewy,
Av. MieuBuvtric Kapdio/kol Tpnpatog Ovaooeiov Kevtpou Kapdioyetp/yikric Khwikig

Avyouctidou-ZapBomoudov Mepoepovn Opotiun Kabnyritpia latpikric 2xoMig A.N.0. Mpdedpog “KPIKOY ZQHL”
Bakoupton Baothuki Mpoedpoc Luldyou v. Crohn kai EXkwdn Koitida EMadoc, Av.lpappatéag Evwon AoBevav EANdSog

BépBepn ABnva MSc PhD MRCP(UK), latpdg Khwikn leveriotpia, Movdda Mevetikic, A Mateutiki-Tuvatkohoyikr Khwikr ANG, ITNO
Mamayewpyiou

Tpagpdkov ‘Ohya Matdiatpoc Evdoyeviov MetaBohkav Noonudtwy, Noookopeio Apyieniokorog Makdptog Il Aeukwoia, Kimpog,
poedpoc EMnviki¢ Eraipeiac yiat Mehémn Evboyevav MET(]EO)\IKG)V Noonudtwy

0coyapn Awatepivn Npoedpoc MaveMnviou ZuMaoyou yia ta Ausoswpikd Noorpata «<AAMHAETYH»

Kapat{Qiac Bagilerog AicuBuvtric Mpageiou Nopukou ZupBoshou NATO RAPID DEPLOYABLE CORPS — GREECE Mpoedpog A%, ENnvikdg
TuMhoyoc yia Ty Ataia tou Opivipty, Méhog EUROATAXIA

KapaBavag Kwv/vog Ndoywv and Kuativwon, Av.Mélog A.2. KPIKOY ZQHX

Kapamdvou Xpiotiva Yuyohéyoc Yyeiac, lvwatakd- Xupmepipopikr WuyoBepamedrpia, PhD, CIPD, e&eidikevon ot diayeipion twv
XPOVIWV TTaBrioewv Kat SlaTtapaywv AeItoupyIkoTTag aobevav

Kapaciwrov MavAiva, Mev.l pappatéac Kowwvikwy Aogahioewv, Ymoupyeio Epyaciag kai Kowwvikwy Ymobéoewv
Kapmodivn 0gava Aokntpia E.O.MLY.Y.

Kartapng  Avrwvng Kabnyntc, YneiBuvog Movddag Awpatoho iac-OvKo)\O\ﬂuc A ﬂalﬁ/Kl‘& Khwiknic EKMA kau Kévtpwv
Epmeipoyvwpootvng yia Zmdvia Noonpata- EuroBloodNet, Genturis —PaedCan, T.N.Maidwv 'HAyiaZooia'

Kovtomidng Anur'lt&nc Avrm&()eépoc Ka Ym. Ynotaknc Ygsiac ‘Evwong AaBevwv EMadag, European Lung Foundation Chair 2023-
26, Méhog emrpommic Mntpwou Kuatikig vwong, Zmaviwv Mabrioewv 16putr¢ Patients Hub

Koupmn KaAhomn NMpoiotapévn Nevikrc AievBuvong Okovopkav YmoBéoewv E.0.M.Y.Y.
Kumnpaiou-MmoutAa EAévn Avtimpoedpoc KPIKOY ZQHX

Kupraxdmoulog Kwv/vog AicuBuvric EXY MaBoldyog pe eéeidikeuan oto Zaxyapadn Awfrim, péhog me Eidikrc Emommpovikig
EmrpomqyatovEM.M.M.A

KwvotavtomovAov Basthkiy MD, Eidikr Natdiatpog Evboyevawv Aatapaywv MetaBohapol, AleuBivpia Tou THHATOC EVOoyEvVaV
6}|\qtapaxwv peraBohopod e Mav/kic Nad/kne Khwikr¢ Biévung, Khwikn dteuBivrpia tov Auatpiakol mpoypdpuatog mpoAnmtikod
€ENEYYOU VEOYVRIV

Aukomot)ou Aika Madiatpog Evdoyevwv Aatapaywv MetaBoliopou, AieuBivtpia EXY Noo.Maidwv «ATA Z00IA», Abrva

Mmdr{iog Zmopog Ap MD.MSc,PhD Eidikog ﬂaléiaTroc ota K)\Hgovouu«'l Metaoika Noorjpara, AtcvBuvtrg Tprpatog Evboyevay
Marapaywv MetaBohiopod,Great Ormond St Hospital, Aovdivo,

Mahatodnjpov Aiva Nevpohdyog, Emotny. Zuvepydng B' Nevpohoyikric Khwikrig EKMA, Noo."Attikov" ABrjva.
Mahhidng Oavoc Maoywv amd opdluyo olkoyevr umepmoyoAnotepvalpia
Namadnpac Fewpytog Nevpohdyog, YmevBuvog Turpatog Muikwv Mabrioewv, A" Nevpohoyikr Khwikr, Atywriteo Nogokoyicio

M\atig A?Ipf%tpnc MSc, PhD Biohdyog, Epyaatnptakdg YmebBuvog EBvikol Mpoypdppatoc MpoAnmrikol EAéyxou Neoyva, Ivotttoito
YyeiagTou laudiov

Netpomovov EAeava AwarroAdyog MSc, RD, Ivatitoutou Yyeiag tou Matdtod, ABrva

Zidnpd Xpiotiva Inupidouha MD, PhD, MRCPCH, E¢eibikevopiev) Maidiatpog ota Knpovopkd MetaBolikd Noorpata, Turua
Evéoyevwv Aatapaywv tou MetaBohopod, Great Ormond Street Hospital, Aovdivo, HB

Ikoupa Avactacia Mabiatpog Evboyevwv Alatapaywv MetaBohopol kat Neoyvikou Screening, Empehqtpia A' EZY, Ivotitoltou
Yyeiag tou Maidion

Itepyiov Ehooapet-Mapialldoywy and avendpkeia MCADD

Xat{rjc EuBupog 2knvodéng

OPTANQZH KAI ENIMEAEIA EMIZTHMONIKOY MPOrPAMMATOX
Mepoepovn Avyovotidou-ZaBBomoilou

OPTANQTIKH ENITPOMH XOPHTOI
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MPOZKAHIH

MPOrPAMMA

10.30-11.00

Oidot TpookekAnuévor

Me ueydAn yapd o Atoiknuikd ZupPouhio tou Zurddyov Aabevav kat Oidwv lagydviwy amd
KAnpovopixd MetaBoAikd Noarjpuata “KPIKOX ZQHZ', oag mpookalei atnv 9n Huepida tov KPIKOY
Z0HZ mov pétoc Ba mpayuatomoinbei atnv Abriva o ZapParo 110YAIOY gt ZyoAn
QMigvuvanc Yyeiag tov lavemotnpiov Avtikii¢ Attikiic. H nuepida 6a diséayBei uBpidikd,
divovtag T duvatdtnta mapakoAotfnang eite pe puaikij mapovaia, &ite diadiktuakd.

Me atdyo tnv mapoxrj a0yypovn¢ EMOTNLUOVIKIIC YV@anS amd Kopu@aious aTo avTIKE(UEVO Toug
OHIANTES, emAEXTNKE Kat YETOC MoIKIAia BpdTav Tov dmtovTal Twv avaykwy Twv macyoviwv amd
KAnpovopixd MetaBoAikd Noarjuata (KMN). 0 tithog ¢ petvrig nuepidas «KAnpovopikd
MetaPoAikd Noarjpara: Néot OpiCovrec» avtikatompiCel Tnv avdykn evpitepng
mAnpopdpnanc yia ta dAuata mov Eyouv anueiwdei 1) atnv mpdAnyn ue disbpuvan Tou veoyvikoo
Bloynuikou mpokataptikoU eAEyyov (screening) amd to lvatitodto Yyeiag tov laibiod kaBuwe kai
T0V mMAOTIKOU TPOYPALUaTOC VEOYVIKOU yovIdlakoU EAEyYoU e auvepyaaia popéa Tov EEWTEPIKOU
Kat 2) atnv Bepamevtikij avTipeTman pe vées Bepaneis kat KAIVIKES GOKIUES Tov amoteAoty
eAmdogadpec eéehiéeig yia opiatikij Oepaneia odoéva avéavépevo apifud KMN.

Oa akovatodv paptupieg yia to T onuaivel kAnpovopiko uetaPolikd véanua yia tnv oikoyEveia Kai
yia tov acBevi mov mAéov apuddior eivai ot ior kaBa kai n avaykaia mapdAAnAn vmoatripién e
yuyo-auvaioBnuarikric AsitovpyikdtnTac tov agbevij. lMpotepaidtntd pag emiong eivat n
evBdppuvan ¢ auvnyopiac acbevwv ibiaitepa Twv veapwv acbevav pe atdyo ™ dnuioupyia
nupriva auvnyopiac veapwv aadevwv (young patient advocacy) pe omdvia voarjuata yiati
amotedovv To péMov pag. Exouv anueiwbei skmdopdpa ripata veapwv pueAwv pag atny
KkatevBuvan autrj katomy ouvepyaaiag Tou Kpikou Zwrj pe avdloya Evpwmaikd kévipa.

Xaipduaorte biaitepa mov Ba pag Tiprigovy kai pEto¢ avwrtata oteAéyn tov EOMYY kai tou
Ymoupyeiov Epyaaiac kat Kowwvikav YmoBéoewv divovtac Ty evkaipia va akovatolv amé mpwto
Xépt ot ehiceic kat o peMovtikdg ayediaoud atov Topéa Twv acpaMiotikav Beudtwy. Oa
akoAovBrioel iadpactikr ou{iitnon ue v umoPolr pwTHoEwV yia mpaktikd Oéuata mou
amacyoAovv Tou¢ TAgyovTeC.

To Aoikntikd ZupBouAio Tov KPIKOY ZOHZ Bswpei T auppetoyn oag tuntikr kat kaBopiatikn yia
™V emTvyia ¢ Huepidag. 2ag suyaplatoUpe ek Twv MPOTEPWY yia TV mapovadia aag Ka
uydpaate pia 1iaitepa mapaywyikr guppeToxi!

Ogeidoupie emiong va euyaplaTiaoui Toug Yopnyous yia TV olkovoukIj umootrpién ¢ nuepidac uac.

17.15-17.30

Me pihikouc yaipetiopoig 17.30-18.30

T1a t0 AioinTikd 2upBovhio

H lpdedpog H Tevikij [paupatéag

lepaepdvn Avyovatidou-SaBBomotdov Mapia avvdkou-IegtovAidou

MpoaogéAevon — Eyypagég

XapeTiopoi

M. Auvyouotidou-XaBBomovlov, Mpodéedpog KPIKOY ZOHX

0. Kapmodivn Atoikitpia E.O.M.Y.Y.

0. Npagakov MNpoedpog EAAnvikri¢ Etaipeiag yia tn Mehétn twv Evéoyevov
Awatapaywv tov MetaBoAiopol

A. ABavaoiov Mpoedpog Evwong Xmaviwv AaBevwv EANadoc (Rare Diseases
Greece)

Knpué&n évapéng

OEMATIKH ENOTHTA NpoAnntikéc ‘EAeyxoc Neoyvav

NMposdpszio: B. Kwvotavtonmoviou, A. Zkolpa

- EOviko Mpoypappa NpoAnntiko¥ EAéyxou Neoyvwv: Négg
Suvardtnreg A. Matig

- Mpoypappa mpoANnmTiKoU yoviSiwpatikov eAéyxov (WGS) veoyvwv
otnv EAAada: Auvatatnrteg, NMpokAnoeig A. BépPBepn

udntnon

OEMATIKH ENOTHTA Avupstomorn/Oepansia

Mpozdpzio: 0. Ipapdakov, A. AukorovAov

- ApOBporotika Nucoowpika Noorjpata: Nedtepa AeSopéva 2. Mndtdlog

- @awvuAkeTovoupia: Neotepa Aedopéva otnv Noudik HAwia X. Zidnpd

- ®awvuAketovoupia: H pstaBaon otov latpd Evnlikwv kat
Avtipetwmon A. lMNaAatodripouv

- Evéiapecog MetaBohiopag: Neotepa Sedopéva Kal TEAEVUTAIEQ
OspameuTikég £€Ai&s1c B. Kwvotavtomoviou

- KAnpovopka Metaohika Noonuara: ZimiotikEg MpokAnoeig E. lNetpormoviov

>udntnon

AIAAEIMMA pe EAAOPY TEYMA

OEMATIKH ENOTHTA Evpwmnaika Aiktwa Avagopag kat Kévipa
Epmeipoyvwpooivng otnv EAAGSa

Mpozdpezio: I. NMNanadnuag

- H EAAnvikn Mpaypatikotnta [. Namadnuag

-Zuvdntnon Navel A. Avactacdkng, A. Kattdung

OEMATIKH ENOTHTA To Tagidt tou AcBsvni

Mposzdpeszio: A. Kovtonidng, Aik. Ogoxdapn

-Zwvrag pe Tnv Opoduyo Oikoyevn YrepxoAnotepivarpia O. MNarkidng

-Zwvtag pe TV avendpketa MCAD E-M Ztepyiou kat pivupa yoviou

- MpoBoAn Tawiag «Rare Land» yia tn Atayvwotiki Kot Qepanmevtikng
08voocla AcBevn pe KAnpovouiko MetaBoAiko Noonpa
JknvoBétngE. Xarlig

-Zuvnyopia AcBsvwv - NMpokAnosig kat Evkapisg B. Bakoupton

-Zuvnyopia Neapwv AcBevwyv K. Kapabavag

- H Awaxeipion tn¢ Yuyxo-cuvaroOnuatikig AsitovpyikéTnrag tov
AcBevn X. Kapamdavou

>ulntnon

AIAAEIMMA pe KA®E

OEMATIKH ENOTHTA AcgpalhioTika Zntipara

Nposdpeio: K. Kuprakémovog, B. Kapatliac

- EONYY : H ZupBoAn touv EOMYY Itn Aiacuvopiaxn @povrida Yyeiag K. Kovunn
- KENA: ASioAoynon tn¢ Avannpiag: Neotrepa Aedopéva I. Kapaoiwtou

- KEMA: Mpaktikd Zntuata amé tn Matia tov AcOevn E.Kurnpaiov
Epwtiosic/Amavtroegi¢- 2YZHTHEH

Tupnspacpata — AREN Hpepidacg . Auyouotidov->apBonoviov




