AIOIKHTIKOX AITOAOI'TEXMOX
THX 7’ TAKTIKHY EKAOT'OAITIOAOTI'IXTIKHX
I'ENIKHX XYNEAEYXHX
THX E.O.X. - ZITA.NO.IIA. (09 Iovviov 2023)

Iepiooog 2022 £m¢ Maiog 2023

A0ijva 31/05/2023

To Avowikntikd Xopfoviro g Erinvikig Opocmovéiog Xvrroywv Xmaviov Noonpdtov
Hotocov (E.O.Z.-ZITA.NO.ITA.), 6nt®¢ 0016 ekhéyOnke amé tqv XT° T.I'.X/14-6-2022 kot
oVYKPOTNONKE 0 TOpo pe 1o TPOKTIKO Tov AX. ap. 25/15-06-2022, katadéter oty Z’
Taxtun] Exhoyoamoroyiotiki Ievikn) Zvvédevon Avrimpoconov g E.O.X.-ZITA.NO.ITA
0mmg avTi) TPoKNPVYONKE cOpQova pe to ap.tpakt.29/16-05-2023, O<pa 2% kv TV amod
16/05/2023 oyetuci Ipoéokinen dwevépyerog g Z° TEI'E mov Oa dregoybei v Mopackev)
09 Tovviov 2023, kotofiter _Tov akKOAOVOO AL0IKNTIKO Amoloyiopé ™G Opoomovoiog
neprooov 2022 £émg Maio 2023 mpog ynqeion (cvpeove pe 10 apbpo 8, map.26t TOL
KOTOOTATIKOV):

A.T'ENIKA

1. Tw tov 6Yedoco, ToV GLVTOVICUO Kot TNV VAoToinon Tov €pyov g E.O.Z.- XTTIA.NO.ITA.
devepyndnkav 1o étog 2022 m¢ tov Mdio 2023, 7 Atotkntikd Xvpufoviia tng Opootovoiog
(amd 230 émg 290) koun ET” Taktikn ['evikn Zuvérlevon tov [ovvio Tov 2022,

2. Xvuykpdtmomn oe oopa Tov véov Atoikntikov XvuBovAov g EAAnvikng Opocmovdiog
SuALOyoVv Emoaviov Noonudtov Iobnoeov (E.O.Z.-XITA.NO.ITA.), pe aviikotdotoaon g
naportnOeicoc kvpiog Kapakdon Nikng (Avtimpoédpov) and tov kvpto MIXAHA Ogopdavn-
Aptotopdvn oty 0éom g Tponyovpuévng, oto Atotkntikd Xvpupovito g Opoomovoiog,
ocOuemva pe to apbpa 8.28, 9 kar 10 Tov Katactatikov. (ap. mpoakt. 25/15-06-2022).

3. Eykpinke 10 véo Kataotatuco g E.O.Z.-XITA.NO.ITA. pe v v’ apiBu. 130/28-03-2022
dwtayn tov Eipnvodikeiov AOnvodv mov Tpomomoince 10 W0PLTIKO KATUOTATIKO TOV
eykpionke pe v vw’apdp. 461/08-12-2016 oSwrayn tov Eipnvodikeiov AOnvov, e
kataypoen pe A.M. 841 oto PiAiio Opocmovoidv Tov [pwtodikeiov AOMvov.

4. Avavéwon g oopPaong epyaciog g k. Zavvid Apemg v 20 ®peg efdopadiaing pe
nevOnuepn epyacio 4 ®pec NUEPNGI®S Y10 OMAGYOANGCT GE TAPOYY| OLOIKNTIKOV £PYOV Kot
vrootpiEn ¢ ypoppateiog kot tov ypapeiov e E.O.X.-ZITA.NO.ITA (Iavovdprog 2023
— Aekéufprog 2023). Tovayn oduPocng pe v ka. IMamadomrodlov Zon yio v mepiodo
Ampihog —Mdiog 2023 (uepikn amaoyoinon, 20 ®peg efdopadiaine, tevinuepn — teTpdmpn
NUEPNGIMG) Yo KAALYT EKTAKTOV ovayk®v thg Opocsmovdiog.

5. X& OLVEYEWL EVEPYELMV  EMKOWMOVIOG HE GLAAOYOLG acBevdv pe omdvio VOoTmLoTa
TPOKEEVOL VA €YYpapovv o¢ Taktikd kot Apmyd MEAn oty opocmovoia, KabdS Kot Le
EMIOTNUOVIKOVUG GLAAOYOLS Kol POPEIG TPOKEWEVOL VO, EYYPAPOVV ®G Xuvepyd MEAN, ue
OTOGTOAT £YYPOPTG TPOCKANGNG, £Yvav 01 KATwO1 popeic LéAN, o¢ akoAovOmG:



A. TAKTIKA MEAH (AIIO APQTI'A)
- EAnvuen Etoupio Avtipeopatikod Ayova (EAEANA)
(op.mpoxt.23/05-04-2022, 0pa 3%)
- EAMnvucn Etoupeiog YroompiEng [Hodidv pe IN'evetwcd [poPpAnpata «To MéELAovy
(ap.mpokt.23/05-04-2022, Bépa 3%)
B. TAKTIKA MEAH
- 20Aoyoc IN'ovémv, Kndepdvov kat Oidov Atopwnyv pe Zovopopo Phelan McDermid EAAGS0g
(ap.mpokt.28/28-11-2023, Bépa 1)
. APOI'A MEAH
- IMoavedviog X0Adoyoc Tvelokwemv Tovémv, Kndepudvov, Tvprokoponv IToudiwv kot
dilov avtov, «TO HAIOTPOIIIO»
(op.mpokt.21/25-08-2021, 0épa 3°)
- [Tavelviog Xovdeopog [acyovimv and Xvyyeveig Kapdiomabeieg
(ap.mpoxt.21/25-08-2021, 0pa 3ov)
A. XYNEPI'A MEAH
- Etaupia I'evikng/Owcoyevetaxng latpung < HHITIOKPATHE”
(op.tpoxt.26/25.08.2022, Oéua 20v)

H E.O.Z.-ZITA.NO.ITA ¢0¢ kot tov Md@io tov 2023 £yl 5 6vAloyovg ac0evov og TakTikd
Méln, 2 og Apoyd Méin ko 7 Emoetnpovikotg Zviioyovg — Popeig mg Xovepya MEM.

6. KoatdBeon mopoactatikdv kot gionpaén Owovopkng evioyvong g Opoomovdiag and to
YIIEKY péow g E.X.A.pe.A. mocov 10.000 evpd yio 1o £€10g 2022 yio KAAVYN AEITOVPYIKAOV
JOMOVAOV CYETIKA UE TNV opYdvmomn Tov ypaesiov kot avdmtuéng tov épyov g E.O.X.-
YTTA.NO.ITA. (Zentéupprog ko Agkéufprog 2022).

7. Avavéwon gyypoapng otV mAatedoppra Zoom yia éva £tog (Mdiog 2023 éwg Mdiog 2024) vy
JlEVEPYELN SLUSIKTVOKMY GUVAVTINCEWMY KOl GLVEIPLACEMV.

8. Zvuvtagn Zyediov Xvueodvov Xvvepyaciog opéwv pelov g EXApsA pe v EOZXZ-
YITANOIIA ywo v pomOnon Bepdrov mov oyetilovran pe ta Xrdvio Noonpato — [abnoeig
— Avyovotog 2022

9. OloxMpwon g £&ykpion ¢ Ewwmg IMiotonoinong g E.0.X. —X I[TA.NO.ITA. 6mov
ocoppovo pe v A14/32124/23-3-2023 Ymovpywkn Andeacn, OEK 2113/1B/31-3-2023, 1
Opoomovdia moTomomOnke, ®¢ QOPELAG TOPOYNG VINPECIOV TPMTOPAOLOS KOW®OVIKNG
QpoVvTIdaG U1 KEPOOGKOTIKOV yopakTipa puéyxpt v 31/03/2027.

B. EITPA®A - YIHOMNHMATA - ANAKOINQXEIX

H E.O.Z. - XITA.NO.ITA. o610 mAaic1o avaTTLENS TOV £PYOL TNG, KABMG Kot VAOTOINGNS dSoapopmv
GULVEPYOAGLOV, TPOTACEMV, OPAGEMV Kol GYEOIAGLOV TMOV OTOLTOVUEVOV EVEPYEIDV, KATEDESE TPOG
SAPOPOVG POPEIS Kot VIINPEGIES TO TAPUKAT® EYYPOPAL:

1. Zvvepyaoia yo v avantuén Epymv Kot mopepfacewyv mov oyetiCovtan pe 0épata Pedtimong
NG TOOTNTOG TOPOYNS VINPESIOV VYeiag o€ acBeveig pe Zmdvio Noonpato [adnoeig kot otig
owoyévelsg tovg, mpog tov Opyoviopog Awcediiong g Ilowdwmmrog oty Yyeia
(ap.mpwt.06/0219/20-01-2022)



10.

11.

12.

13.

14.

15.

‘Exppaon dwopaptopiog yio tov amokieiopd coppetoyns g E.O.2. - ZITANO.ITA. and v

Emomuovikn Oudda Epyaciog tov Yrovpyeiov Yyeiag, yio tnv avamton Kot TNV TEPLOSIKN
emkaponoinomn tov Efvikod Mntpmov Emaviov Noonudtov, mpoc 1o Yrovpyeio Yyeiog
(op.tp1.06/0222/22-03-2022)

Awapoptopio avaeopikd ue Oéuata yypaeng g Ouoonovdiog otn Eurordis «The Hellenic
Federation of Associations for Rare Diseases denounces Eurordis for unfair treatment», mpog
v Eurordis, evponaikodc kat eBvikovg eopeic (ap.mpmt.06/0223/22-03-2022)

Koatdbeon emonpdvoesov kot andyewv g E.O.X. - XITANO.ITA. eni keywévov Pacikdv
apy®v v 1o EOvikd Mntpdo AcBevov Z.N.IL., Tov IIpoédpov g O.E. k. Kartdun A., mpog
10 Ymovpyeio Yyeiog (ap.mpwt.06/0225/18-05-2022)

Koatdbeon mpotaong cuvepyaociog pe tov Aypotikd AvBokopkd Zvvetapiopnd Gutwplovywv
Ayxopvodv ATTIKNG, Yo xopnyia Stapdpemong kopvildv — KASp®V Kot GYETIKOV 1GTATOTOV, Y10,
a&lomoinom ot dpdon tpoPoing Eraviov [Mabncewv kot aviictoiyiong pe Zmdvio Evonuikd
dutd ™ EALadog, «RARE — Patients — Greek Plants» (ap.mpmt.06/0233/23-06-2022)
Koatdbeon mopactatikdv yio yopriynomn aryidog oto Ymovpyeio Yyeiag, yio ) dtopydvmon
ocepvapiov pe Bépa «Xmavieg [Tabnoeig oty [potofdduia povtida Yyeiog - Evtomoudg
[apamounn, [apoakorlovOnomn kot Awayeipion» (ap.tpwt.06/0230/22-06-2022)

Kotabeon oamoyeov g EAAnvikng Opoomovoiog XvAloyov — Xmoviov Noonupdtov
[MoBnoeov (E.O.Z. - XTTA.NO.ITA.) o6& GUVEXELL GUUIETOYNG TG OTNV ekdNAwon "Dpovri-
7Q: Anuovpyovrag v Evporaikn Ztpatnyikn @povtidag" (ap.mpwt.06/0234/30-06-2022)
«Zuvepyooia pe o EBvika Kévipa Eumeipoyvopocsivng Xraviov [abncewv g ydpog yio
TV 0PYAVOGCT] VEDV EVNUEPOTIKOV EKONANDCEDV KOl ETUOPPOTIKOV GEUVOPIOV TOV
angvBhvoviol oe wTpodg Kot emayyehpatieg vyeiog o Bépata Xmoviov Noonudtov —
[Mabnoewvy (ap.mtpwt.06/0235/06-07-2022)

«BEvnuépoon vy ™ dopyavmon tov lov Zepvapiov pe Oépo «Emavieg [Mabnoeg oy
[MpwtoPdOuia Opovtida Yyeiag - Evtomopog [Mapomouny|, [apakorovbnon kot Awayeipion»
(op.tp1.06/0236/07-07-2022)

HAextpovikn katdBeon mopactotik®v, o1thuotog Kot tekpmpioong ywoo v Edikm
[Motonoinon g EAAnvikrg Opoomovdiog XvAldyov — Xmaviov Noonudtov IMobnoewv
(E.O.X. - ZITA.NO.ITA.) (op.mpt.06/0237/13-07-2022)

«Opopdg exmpoconov e E.O.Z. - ZITA.NO.ITA. omv EOvikr Emuitponn yio to Endvia
Noonuata — [MTabnoelg , tov Yrovpysiov Yyeiacy (ap.mpmt.06/0243/16-09-2022)
«Anoywpnon g EAAnvikng Etarpeiog yo v Ivedn Kvotwkn Noco (E.E.LK.) and Taxtkd
Méhoc ¢ E.O.X. — ZITA.NO.ITA.» (ap.tpwt.06/0244/10-11-2022)

«Almpa Tapdtaong ekpicfwong tov ypageiov [TK-B1 kot [TIK-B2 tov B* opdov ktipiov ent
™™g 0000 Bepaviépov 14, AOnva, and v E.O.Z.-ZITA.NO.ITA. ywo t0o 2023 xor 2024»
(op.tp1.06/0245/30-11-2022)

«Evnuépoon v ™ dopyavmon tov 20v Zepwvapiov pe Bépo «Emavieg [Mabnoeg oy
[Mpwtofaduia ®povrida Yyeiog - Evromouodg [Hopamouny|, Ilapakorohnon kot Awayeipion»
(op.tpt.07/0247/25-01-2023)

«XZvovepyaoia pe o EBvika Kévipa Eumeipoyvopocsivng Znaviov Iabncewv g ydpog yio
™V opydvwon tov 200 Zepvapiov pe 0épa «Emavieg [abnoeig oty lpotofddua Opovtida



16.

17.

Yyelag - Evromopog Iaponopny, [Hopakorovbnon kot Atayeipion kot yio. GUUUETOYN GE
Ouadeg Epyacioc» (ap.mpwt.07/0248/25-01-2023)

YHvtaén avakoivewong Kot 0mosToANg TPog GVAAIYOLS HéEAN TG Opoomovdiog, kabmg Kot o€
dALovg cuvepyaldpevoug GLAAGYOLG ATOU®V e Avamnpio TOV EKTPOCOTOVY KOl TAGYOVTES
amo Xmavieg NOGOUS, TPOKEWEVOL VO, EVIILEPOOOVV Y10l TIG OAOIKAGIEG KOTAOEGNC GYETIKOV
artquatog ywo v aétoroinon tov I[lpocwmikod Bonbod. H ev Aoy oavaxoivoon £€yet
avaptnei ko otov 10tdTOoMO TG Opocmovdiog (06/04/2022).

YHvtaén avakoivewong Kot 0mosToANg TPog GVAAGYOLS AN TG Opoomovdiog, kabmg Kot o€
dALovg cuvepyalouevovg GLAAGYOLG ATOU®V e Avamnpio TOV EKTPOCOTOVY KOl TAGYOVTES
amo Xmavieg NOGovg, oxetikd pe v Avopudpemorn e cuykpdtnong Kot Asttovpyiog g
EBvumg Emutponng yua ta Ewdvie Noonpota — [Tadnoeig tov Yrnovpyeiov Yyeiag. H ev Adym
avaxoivmon &yel avoptnel kot oTov 16TdTOoMO TS OposmToVaiog.

I'. APAXEIX — HMEPA XITANIQN ITAOHXEQN - EINIKOINQNIA

JUVOl0pyAvmoT UE TO KOWMVIKO evnuepmTIKO portal www.meallamatia.gr ovotymg
dwdwktvokng ovinmong upe  Béua:  «Xméviee Noonuoto—IlaOnoelg wor  EAAnvikn

TpaypotikotnTo. NEEC JOTACES — TMPOKANGELS, ELKOIPIEG YL OLVEPYELW», OTIC 26
deBpovapiov 2021 ko evnuepmTIKNG ekdNAwong yio v Huépa Enaviov [Tabnceowv, otic 24
dePBpovapiov 2021.

210 mhaicto Tov goptacuod s Huépag Zmaviov Noonudtov (28/02/2023) oe cuvepyaciol e
pe v EAnvikn Etaipia [pootasiog tng @oong (EEI®D), swapopedOnie vAko pe 10 ondvia
evonukd eutd ™g EALGS0G, Tov Tpocdidovv To yapakTipo TG PromotkiAdtntag ot oo Kot
EMOUEVMG TNG YEVETIKNG ETEPOYEVELNG, OOV 1) GTAVIOTNTO TV EW0MV amOTEAEL Eva TapdyovTal
TPOGOPHOYNG OTO PUOIKO TTEPIPAAAOV, e TV OvTIoTOLYN GVUVIEST Yid TO KAOE Eva UTO UE
Kémolo omdvia Tabnon.

To vAkd avtd avaptOnke 6TOVG 16TOTOTOVS TOV POPEMV Kol GLVTAYONKE GYETIKO deATio
TOmov pog too MME kot popeic.

Me ) ovvepyacia g Alpha Public Relations, &éyve nAekTpoviKy| amoGTOAN TOV VAIKOD GE
évroma kot niektpovikd MME, 6mov kot €ywvov onpocledoels oe apkeTovs popelg (epimov
20). Adym tov evilapépovtog Tov Bépatog, Ba cuveylotel 1 a&lomoinon Tov v Ady®, KaBmg
Kol TPOUOOL GALOL VAIKOVL Yoo TV wpoforn tov Xraviov Ilabfcewv 610 mhaiclo piog
eupLTEPNS dpdiong mov Ba amevBuVETOL GE TEPICTOTEPOVS POPEIC.

H E.O.Z. — ZITA.NO.IITA. éyovtag avantoéel emkowvmvia pe tnv Alpha Public Relations A.E.
(Tov €e1dikeveTal o€ OELATO AVATPIKOV GLALOYWOV) Kol £XOVTOG OMOPAGIGEL GYETIKA Y10l TNV
ouvepyacio pe Tov eV AOY® QOpEa, 0pyavmace TV cLVTALN Kol ATOGTOAN OEATIOL TOTTOL Y10
mv Hpépa Znaviov Iobnoewv (28/02/2022). H dpdon ot EMKOIVOVING 6TOV £VILTO Kol
nAektpovikd TOmMO, €lxe Wwoitepn  emrvyid Kol OVTOTOKPLOT,  OEOOHEVOL  OTL
TPOLYLOTOTTOON KOV TEPITOV OKTM TNAEOTTIKES KO POSIOPOVIKEG TOPOLGLAGELS KO TAV® OITO
TPUIVTO KOTOYMPNOELS GTOV MAEKTPOVIKO KOl £VTLTO TUTO. MEPOC TV TNAEOTTIKAOV Kol
POSOPOVIK®OV EKTOUTOV, £xovV avaptnBel oto Kovéil tng Opoomovdiog oto youtube.
Avrtiotoyo dertio Tomov €yve to PePpovdplo tov 2023, oto mhaicto g Huépag Emaviov
[Modnoewv, mpoPdrrovtag ) dpdon QPIQN kot 1o épyo g Opocmovdiag.



H E.O.X.

A. ATAAIKTYAKEX ENHMEPQTIKEX EKAHAQXEIX

- X[TIA.NO.ITA. dopydvmoe e cuvepyasio pe EMOTNUOVIKOVS (opelg 4 khklovg

OLOOIKTLOK®V EVIUEPOTIKAOV EKONADMCEMY TOV TPAYUATELTNKAY O1Apopa OEpato oyeTIKd pe T

Yravio Noonpoto, Toug acheveic Kot Tig 01KOYEVELEG TOVG.

Yovolka éywvav 20 evnuepoTIKES EKONAMOELS, NE TN ovvepyooio TAsov TV 40 Kévrpov

Epnepoyvopoovvng kor Emotnpovikov ®@opéov ko T ovppetoyn nepimov 80
EMOTIUOVOV — ELGNYNTOV.

1. A’ Kikhog Awodiktook®dv Eviuepotikov Exonlocsov vrd v atyida g EOvikng
Yvvopoonovoiog Atopwov pe Avannpio (EXApeA), pe 0épa: «Ilotonoinon tov Zmaviov

[MoBnoewv—A&onoinon tov Orphanet, Kévipa Euneipoyvopociving ommv Evponn kot oty
EMGda. H Avvapin, ot IlpokAnceic kot ot Ilpoorntikégy, Omov mapovcidotnke 10kotepa «O

pPOAOG, TO £py0 Ko 1 dtocVvdeoT e Toug acBeveic Ttov EBvikov Kévipov Epnepoyvopocivng
Yroviov kot [ToAdmlokwv Noonudtov, mov avorntoccovtal og Odgopa  NoonAevTikd
[dpvpata e yodpacy, (Mdaptiog Ampidiog 2021)

10/3/2021: Tevikn| el60y@YIKN TOPOLGIOOT

17/3/2021: Kévtpa Euneipoyvopocivig ILI.N. « AAIKO» (o uépog)

23/3/2021: Kévipa Eumeipoyvopoctvig ILI.N. «AAIKO» (B” uépoc)

7/4/2021: Kévtpo Eumeipoyvopociving ITAN/KO NOZX. «AITINHTEIO» & IT.T.N.
«PIO TTATPQON» (Nevporoyikd)

14/4/2021:  Aowmd  Kévipa  Epmepoyvopoocvvng, «251 I'NA», ILI'N.
«EYAITEAIZEMOZ», ILT'.N. «KATTIKO», ILLI'.N. AAPIZAX

2. B’ Kvkhog Awodiktvakaov Evnpepotik@v Exonloceov, pe m cvvepyooio g EAANviKnig
Etapeiog Eonpucg latpikng (EEEI), g EAAnvikng Akadonuiog loapatikng Tatpikng kot g
EMnvikng Etaupeiag latpikng Nevetikng, (Mdiog — Iovviog 2021)

12/5/2021: «Zmavio. Nooruoto — dtadpoués oty epnPeia. didyvmon, diayeipion og
OTOIKO, OIKOYEVELNKO KOl KOWVMVIKO ETITESO

19/5/2021: «H ovpPorn g lopatikng latpiknig kot tov Slopop®V EVOAUKTIKOV
popemv Bepameiog mov mOPEYEL, Yoo TNV OlXElplon Kol OmOKATAGTOOT ZTOVIiV
Noonudrtov - [Tabncemv»

26/5/2021: «I'evetikdc mpoosdopiopdc Tnaviov Noonuatov - Iobncewv, Tevetikn
Svppovrevtikn kot I'ovidiokég Oepaneiec e acheveic. Oyypoveg eEeMEecy

3. I’ Kvkhog Awndiktvok®v Eviuepotikov Exkonlocsov, pe 0éua: «Zndvieg Iadnoeig —
Oépata dwayeipiong, evkarpieg avamTuENG VINPESLOV, cuVEPYOTies Le acBeveicy, (Noéupplog
2021- Iavovdprog 2022)

e 10/11/2021 - «Beghoviopdg, pio eVOAAOKTIKY] TPOGEYYIoN oTn  OepamevTikn
dwyeipion ko amokatdaotacn Zroviov Noonuatwv — [abncewmvy



o 24/11/2021 - «Oporomadntikn lotpikn. Mio evaAloxTiKy TpocEyyion otn d1dyveon
Kot 611 Ogpamevtikny doyeipion Znaviov Noonpdrov — adnocewmvy

e 01/12/2021 - «H ocvpuPoin ¢ ATpogng Kol TV STPOPIKOV GuVNOEIdY otV
TpOANY Kot dwyeipion Znaviov Noonuatwv — [obncewvy

o 15/12/2021 - «Awotdoelc Duowkng kot latpikig Amokatdotoong o€ KaTnyopieg
Yraviov Noonupdtov — Iobncewv. IlpopAnpaticpoi, Ilpocavatoiicpoi wat
A€E0d0L 6TV GOYYPOVN TPy LOTIKOTN T

e 12/01/2022 - «Zmdavieg KAnpovoukég ITabnoeig g Kapdidg, Eykvpn didyvoon Kot
AVTILETOTION. ZVUPoAn otn Pertivon g mordTTag {oNg TV acBevdv»

e 26/01/2022 — «Zmdvia Avtodvooa Pevpatoetdn Noorpoto — 5106 TACELS O10yvVOoNG,
Oepanevtikég e€elilelc, cupfoin oty TotoTnTo CONG»

4. A’ Kikhog Awwdiktvok®dv Evnuepotikov Exkonlocsomv, pe 0éuo: « H onuaciog g
TPOUNG aviyvevons kot dtdyvoong Xraviov Noonudtov — [adnocewv pécom ekdniodoemy,
onueiov kol ocvpntopdtov mov evtomilovioalt oto medio SPOpOV GLGTNUATOV TOV
opyavicpov», (Mdaptiog — Mdiog 2022)

e 16/03/2022 - «A100TAcELG TOIOTNTOC VINPESIDOV VYEING e EMIKEVTPO TOV acbeV pe
Yravio Noonuo, oto mhaioto g [pwtofaduag @povtidag Yyeiog ko tov Kévipmv
Euneipoyvopocvvne. H coppoin oty mototnto (g Tov achevav»

e 30/03/2022 - «H onpoocio ¢ mpdIuNG aviyvevong onueimv Kol EKONADCE®Y GTO
VELPIKO GUGTNLA KO GTI YLYIKY] VYELD, ¢ KatevBuvinplo dEova Y10 ToV EVIOTIoUO
dpopwv katnyoputdv Zraviov [Tabnoewv»

e 06/04/2022 - «Exdnimon Zraviwv Noonudtov - Zovopoumy amd to dEPU Kol Ta.
eEaptuatd tov. H cvopfoin oty £ykaipr aviyvevon Kot 01dyvoon»

e 13/04/2022 - «Aviyvevorn onpeiov, EKONADCEDY Kol VOGOYOVMV KOTAGTAGE®DY GTOV
0PBoAnd kot TV Opooctn, mov cvuPdAiovv oty TPOIUN Odyvomon Zmaviov
[ToOnoewv»

e 04/05/2022 - «ExdnAdoelg 010 otopa Znaviov Noonudtov: mpodiun didyvoon Kot
Bepameion

e 11/05/2022 — «H ovuPoin ¢ Noonievtikng Emotiung kot tov Noonievtikdv
Y7anpeoidv, oty opydveon Kol Topoyr LINPECIOV LYEING Kol QPovTidag o€
acOeveic pe Zmdvia Noonpota Kot TIC OIKOYEVELEG TOVG)

Ylomombnke pe 1 ovvepyoaoio g E.OX. - ZITANO.IIA. ot g Etopiog
I'eviucng/Owoyeveraxng latpung IIITIIOKPATHE” to 1o Zgpvépro pe Bépa «Zmhvie [abnoeig
omv Ilpotofaduia Ppovtida Yyelag - Evtomouog Ioapomounn, IlapoakorobOnon won
Awoyeipiony, 10 omoio vAomomOnke dradiktvakd v wepiodo OktmdPprog 2022 Em¢ lavovdpilo
2023.

To cepvapro elye dbpketa 36 dpeg, pe avantvén 12 Bepotikdv eVvoTNTOV, 6T0 TAAIG0 TOL 000V
mpaypatorombnkav 46 gionynoelg ond £yKpirtovg, €0KOVG EMIGTNUOVEG Kol OKOONUAikovG,
EMOTNHOVIKA LTELOVHVOLS Ko EpevVNTIKA oTeEAEY TV Kévipwv Eurepoyvopocivng Xnoaviov
[Mobnoewv g yopos, kabmng Ko and dAAovg @opeic oyetkovg pe 1o Bépo. To oepvdprlo
napokorovOnoav 26 1atpoi kKo emayyeipartieg vyeiog g ILO.Y. ko edikdtepa: 2 Maieg, 9



Noonlevtég/tpieg, 1Texvordyog latpwodv Epyaompiov, 1Buoynuuwog, 1 ®apuaxomroids, 3
I'evikol Tatpoi, 1 OeBoipiatpog, 1 BliomaboArdyoc, 1 ITabBordyoc, 2 Emoxéntec/tpeg Yyeioc, 4
[Moudiatpot.

To ev Adym oguvaplo €xet AdPer v oryida tov Ymovpysiov Yyeiog, ovpoova pe To
vm apifp.36201/05-07-2022 £yypogpo (AAA: 6Q274650YO0-DE9), t0 omoio KEADTTEL Kat TNV
dopydvawon kdbe emdueEVOL cepvapiov e To 1010 BEpa kot TepleyOpeVo.

Yyeddotke 1o 2° avtiotoryo Zepvéplo, TPOKEWEVOL Vo VAomomBel v mepiodo Mdptio €wg
Tovvio 2023, AOY® OU®G OPYOVOTIK®V KOt TEXVIKOV TPOPANUdT®mV, petatédnke 1 vAomoinon tov
0 OOwvomwpo tov 2023

OEMATIKEY ENOTHTEX YXYNANTHXEQN 1°° XEMINAPIOY
XITANION TAOHXEOQN XTH I1.9.Y

LIIXTOIIOIHXEH TON XZIMANIOQON TTAGHXZEQN - AZEIOIIOIHEH TOY ORPHANET,
KENTPA EMITEIPOINQMOXZYNHZ XTHN EYPQITH KAI XTHN EAAAAA. H AYNAMIKH,
OI [IPOKAHZEIZ KAI OI ITPOOIITIKEZX.

(Aevtépa 10/10/22)

2.ATAXTAZEIX TIPOZEITIZHE TQON ZITANIQON I[TAGHXZEQN XTO IIAAIZIO THX
[MPOTOBAG®MIAYX OPONTIAAX YTEIAZ.

ANATKAIOTHTEZ, IATAITEPOTHTEZ , XYNEPT'EIEX KAI AIKTYQZXH.

I[TOIOTHTA XTH ®PONTIAA YT'EIAX.

(Aevtépa 17/10/22)

3. 'ENETIKOZX IMTPOXAIOPIEMOZX XITANION NOZHMATQN — [TAGHZEQN, 'ENETIKH
YYMBOYAEYTIKH KAI T'ONIAIAKEY OEPAIIEIEX XE AZG®ENEIX. XYI'XPONEZ
EZEAIZEIZX.

(Aevtépa 24/10/22)

4 XTTANIA NEYPOAOTIKA KAINEYPOMYIKA NOTHMATA - ITA®GHZEIZ. O POAOZ, TO
EPTO KAI H AIAZYNAEXH TON AXOENQON ME TA EONIKA KENTPA
EMITEIPOITNQMOZXZYNHZX KAI H TAPAKOAOY®HXZHX TOYZ.

(Aevtépa 31/10/22)

5. ZITANIA NEOPOAOI'IKA KAI ENAOKPINIKA NOZHMATA - [TA®HXZEIX. O POAOZL,
TO EPITO KAI H AIAXYNAEEXH TON AXOQENQN ME TA EGNIKA KENTPA
EMITEIPOITNQMOZXZYNHX KAI H TAPAKOAOY®HXZHXE TOYZ.

(Aevtépa 07/11/22)

6. ZITANIA AYTOANOZA KAI AYTOOPAETMONQAH NOXHMATA - AYTOANOZEX
HITATIKEX [TAGHZEIX. O POAOZ, TO EPI'O KAI H ATAXYNAEXZH TON AXOENQN ME
TA EONIKA KENTPA EMITEIPOI'NOQOMOXYNHX KAI H TIAPAKOAOY®HXHX TOYZ.
(Aevtépa 14/11/22)

7.2ITANIA NOXHMATA AIMATOAOI'IKA, TOY XYNAETIKOY IXTOY KAI ITAOGHZEQN
TOY MYOXKEAETIKOY XYXTHMATOZX. O POAOZ, TO EPT'O KAI H ATAYYNAEXH TQN



AYXOENQON ME TA EONIKA KENTPA EMIIEIPOINQMOZYNHEX KAI H
ITAPAKOAOY®HXZHE TOYZ.
(Aevtépa 21/11/22)

8. XITANIA OI'KOAOI'TKA NOXHMATA TTIAIAION KAI ENHAIKQON. O POAOX, TO EPTO
KAI H AIAXYNAEXH TON AXOENON ME TA  EGNIKA KENTPA
EMITEIPOITNQMOZXZYNHX KAI H TAPAKOAOY®HXZHE TOYZ.

(Aevtépa 28/11/22)

9.XITANIA KAPAIOAOI'TKA KAI O®OAAMOAOI'TKA NOXHMATA - ITAGHZEIX. O
POAOZ, TO EPI'O KAI H AIAXYNAEXH TOQN AXOQENQN ME TA EGNIKA KENTPA
EMITEIPOITNQMOZXZYNHX KAI H TAPAKOAOY®HXZHE TOYZ.

(Aevtépa 05/12/22)

100H XHMAZXIAY THX TIIPQIMHE ANIXNEYXHX KAI AIAINQXIHY ZXITANION
NOZHMATQON - I[TAGHXZEQN MEXQ EKAHAQXEQN, SHMEION KAI XYMIITOMATQON
[TOY ENTOITIZONTAI XTO AEPMA KAI TA EEAPTHMATA TOY.

(Aevtépa 12/12/22)

11.H XHMAZXIAY THX TIIPQIMHE ANIXNEYXHX KAI AIAINQXHY ZXITANION
NOXHMATQON — [TAOGHZEQN MEXZQ EKAHAQXEQN, XHMEION KAI ZYMIITOMATQN
[TOY ENTOITNIZONTAI XTO XTOMA.

(Aevtépa 19/12/22)

12.ATATPO®IKH AIAXEIPIZH ZITANIQN NOZHMATQN.
(Aevtépa 09/01/23)

E. XYNEPI'AXIA ME EINIXTHMONIKOYX ®OPEIX -
XYMMETOXH XE EKAHAQYXEIX KAl OMAAEX EPT'AXIAX

1. Zvpperoyn mg E.O.Z. - XITANO.ITA. pe eknpoécwno tov K. Xatinyapardumovg Evetpdrio
o¢ Toktikd Méhog omnv Emotuovikyy Opdda Epyoaciog, yio tqv dapdpemon Kot
emkapomoinon  tov  EBvikod Mnrpoov AcBevov Zmaviov [lobnoceov (op.mport.
A1B/MT.I1.ow.26888/12-05-2022 Amopacn Ymovpyov Yyeiog), vVotepa amd xotdbeon
npotdoemv ¢ Opoomovdiog Tov Mdptio Tov2021.

2. Tov lavovdpro tov 2021 ohokAnpmOnke n cvoppetoyn g E.O.Z. - ZITA.NO.ITA. oty E6vikn
Emuitpony| Xmaviov Noonudtwv Ilabnocsov mov Aettovpyel oto mAaicio tov Kevipikov
Svpupovriov Yyeiog tov Ymovpyeiov Yyeiog (amd to 2017 €wg lavovapio 2021), pe mapovoio
0TI GLVEOPLAGELS TV EKTPOSOTOV TG Opoomovdiog k. [Momadnpa I'edpylov (Axadnpoikog
EKITA- Arywntelo, toktikd pérog) ko k. Xorlnyoporaumovg Evotpdtio (mpdedpog g
Opoomovdiag, avamAnpopatikd pérog). To £pyo g emttpomng olokAnpmOnke tov lavovdpio
tov 2021.

e ouvéyela Evrovng mieong mpog o Ymovpyeio Yyeiog kot oxeTikng aAAnAoypapiog, LeTd TNV
TapEAELON evaon £Tovg ynoeiotnke tpomomoinon g cvvBeong g oyetikng Emtponng,
6mov 1 Opoocmovdia cuvéBare oty PEATIOON TOV SATVLTIOGEMY OC TPOS TV CLUUETOYN TOV



actevav. Katodmv tpookAncemg amd 1o Yrnovpyeio Yyelag kot cuvepyaciog pe tnv IIEZIIA,
£Yve amodEKTN 1 EICTYNON KOWVOV EKTPOCHTOV TMV dV0 QOPEDV Y10, VO GUUUETEXOVV GTNV
Emtponn, 6mov mapéuevav ot id1o1 eknpocwmol, Ilamadnuag I'. o¢ Toaktikd Méhog ko
Xoatlnyaporaunovg E.oc AvarAnpopoatikd Mérog.

Yvykpoton e E6vicng Emttponng yo ta Zwdvia Noorjpata - TTabnoeg (E.E.X.N.-I1.) pe 1o
apf. mpwt. AIP/MT.I1.53649/12-10/2022, AAA: 9AT34650YO-EEH, «Xvykpdmnon Ko
oplopdg pedmv otnv EOvikn Emtponn yuo ta Tndvie Noonuato - Tabnoeg (E.E.Z.N.-IT)
Oxtdpprog 2022 ¢wg OxtdPprog 2025.

. HopaxorovOnon tov 20v AebBvovg Xvvedpiov Zraviov [Mabnoewv, mov opyavdbnke amd to
cVALOYO “957, EAnvikr] Zoppoyio v tovg Zmaviovg AcbBeveicy pe ) ovvepyasio g
Eurordis, 610 mhaicio g efdopadac Zraviov [Tabncewv, 1-2 Maptiov 2022.

. HE.O.Z. - ZITA.NO.ITA. og cvvéyelo oyeTikng aAlnioypaoiog (BAéne evotnta B.) avéntuie
ocvvepyocio Yo 0épata TpomOnong Becikmv puOpicemy, EYYPOPNE EMGTNLOVIK®OV ETOIPLOV
®G oLvePYA HEAN Kot emoTnUOVeOV peA®V tovg ¢ péAN g E.E., yia v opydvoon
SLOSIKTLOK®DV EVIUEPOTIKOV EKONADGEDY KO CELLVAPI®VY, Y10 TV AVATTLEN KOOV OpAGE®YV,
Yol TV SOUOPPM®OT EVIUEPMTIKMV KEWEVOV KOl 00NYIDV Yo acOeVelg, Yo GUUUETOYN T™NG
Opoocmovoding oe EMOTNUOVIKEG TOVG ekONAMGES KA. Ot emotnuovikol avtol gopelg etvat:
EAAnvuen Etoupeio Eonpumc latpicng (EEEID), EAAnvicn latpikr Etaupio Behoviopot (EIEB),
EMnmvicy Etaupio Opotonabnrkng latpwng, EAAnvicy Etoupeion Pvowrg latpng kon
Amokatdotaong, IloveAliviog X0AAoyog Awutoddywv — Awrpogordymv, EAlAnvum
Axadnuio lopotikng latpwng, Etopeio IN'evikng/Owoyeveraxng latpikng — INITIOKPATHE,
EAnvien Etapioa Owoyeverokov Ilpoypoppoticpod AviicOAnyng & Avomopoywyikng
Yyeiog (E.E.O.ILA.AY.)

. Zg ovvéyew Tov ap.tpokt.22/30-11-2021, Bépa 6%, anopaciotnke n kot  apynv ekdNAmon
evowpépovtog g E.O.Z. - ZITANO.ITA. v ocoppetoyn ot omuovpyio €vog Aktvov
AevtepoBabmv Popéov ko Awktvmv g Kowmvikng Owovopiag, to omolo mpowbel o
eopéog IMAZE. K.AA.O. pali pe dArovg ogopeic, AkorovbBwg, m Opocmovdia €rafe
TPOGKANON Y10, GUUUETOYN GE SLOSIKTLOKY GLVAVINGT PopEmv, mov &ywve otig 30/03/2022,
OOV TAPOVLGIACTNKAY Ol TPOPANUATIGHOL, N avOyKOLOTNTO TG TPOCTAOENS, O TPOTOGC
opYveong Tov AKTHOL GOUE®VA LE TNV ELPOTAIKNY EUTELPT, KOOMG KOl 0 GYEOAUCUOC TOV
EVEPYELDV Y10 TN SOUOPPMOT| VOGS KOTAGTATIKOV (e CLUUETOYN 20 OLOCTOVIIDV apPyIK®G)

. Zoppetoyn otn oafodievon yuo ) dapdpemon g ‘Evponaikhig Ztpatnyikng @povtida’,
oe ovvepyasio pe tov EvpoPovievt k. . Kvumovpdémoviov, pe amoctoAr] Bécewmv emi
oyediov keévou Pactkav apymv tov EvpwrowvoBoviiov (04-06/04/2022) kon coppetoyn o€
EVNUEPMTIKY eKONAmaon, 20/05/2022, e Bépa "Opovti-ZQ: Anpovpydvtag v Evpomaikn
Xrpatnywkn @povtidag".

. ZuupETOYn o€ 0dAoyo — dwwPovievorn, oe cuvéyeln TpockAnone e Ebvikne Emtpomng
Bion0wmg & Teyvonbwkng (cvppovievtikd chpo vroyoduevo otov [pwbumovpyd), pe 6épna
ocv{nmong, «Xpnon avipdmivov Ploloykov VAKoD oty £pevva Kot idpvon Protpomeldvy
(17/05/2022) ko KotdOeon oYETIKOV AmOYEMV.

. Zoppetoyn g E.O.Z. - ZITA.NO.ITA. pe eknpdécsono tov K. Xatinyapardpmrovg Evotpdrio
o010 1° Xvvédpro Nevetikng latpikng, mov mpaypatomonke tov Oxtdpplo tov 2022 otnv
latpwcr; Zyohr; tov EKIIA (Xoupetiopdg oty evapkTiplo €KONAMON Kol OVATTLEN
GLVEPYOUCUDV)

. Zvppetoyn s E.O.Z. - ZITA.NO.ITA. pe eknpdoono tov k. Xotlnyoapardpurnovg Evetpdrio
oANT o10 GVVESPI0 Tmov dopydvwoe N EAAnvikn Etaipeio Avtipsvpotuicod Ayova



10.

10.

11.

12.

13.

(EA.E.AN.A)) ka1 o Zvvoeopog Pevpotromabov Kompov, pe 0épa «Xpdviog Iovog &
Pevpoticd voonjpatoyn, 8épa opiag: «H coppetoyn tov acbevov otn ARy omo@acemy yio
™ owpopewon IoMtikeov oto medio g Avammpioc. O pdiog ¢ TloAteiog ko TV
opyavacemv Tov ApeA», Adva 25 Noguppiov 2022

Yvppetoyn g E.O.Z. - ZITANO.ITA. pe eknpdowno tov k. Xotlnyopardpurovg Evoetpdrio
¢ opdntn oto 210 Evponaikd Xvvédpro [Taboroyiag (ECIM) kot to 120 Aebvég Zuvédpro
Eocotepumc [Maboroyiag, Opa opdiag: «O porog tov AcBevav pe Zndvieg [Tabnoeig - yevikég
JOTAGELG — SLOUOPPOOT) TOATIK®V VYElagy, Méyapo Movcikng, 15-18 Maptiov 2023
Svpperoyn s E.O.Z. - ZITA.NO.ITA. pe exnpoécono tov k. Xoatlnyaporaunovg Evetpdrtio
o¢ IIpdedpo kar Opuiinty oto Emommuovikd Ipdypappa tov Sov IMIIIOKPATEIOY
ITANEAAHNIOY XYNEAPIOY TENIKHX TATPIKHXE KAI II®Y, ZtpoyyvAd tpomélt
Yravia Noonpata kot [IDY, 0épa ophag: «Xmdvio VOGN LOTO, 1| EAANVIKY] TPOYLATIKOTNTO
onuepa. O podrog TV ZvAAdYwV acBevodvy, Aypid Bolov, 30 Maptiov éo¢ 2 Anpidiov 2023
Svpperoyn e E.O.Z. - ZITA.NO.ITA. pe exnpoécono tov k. Xoatlnyaparapnovg Evetpdrio
®G OUIANTH 6TO0 LVVEDSPLO oL dopydavmoe N Tleprpepetakn Opoonovoio Atdopmy pe Avamnpio
Avtucnc EALGdag kar Notiov loviov Nocwv pe 0éua: «EEeAiEelg otov topéa tov Zmaviov
nancemvy, 0épa opdiog: «O poAog TV ZVALOYOV ToV acbevdv pe Xmdavia Noonpato 6tov
oxedlao o moltikmvy, Ildtpa, 22 Anpidiov 2023.

Svppetoynq g E.O.X. - ZITA.NO.ITA. pe eknpdéocomo tov k. Xatinyapardurovs Evotpdrio
og opint otv Huepida mov dwpydvoce n EAAnvikn Etoupeia Avtipevpatikov Ayova
EA.E.AN.A. o€ cuvepyaoia pe 1o Zopateio Epyalopévaov T.OM.Y. 3ng & 4nc Y.IIE. pe 0épa
«H mpocfaon tov atdpmv pe ypdévia voonuata oty ILO.Y.: o Oecpdc tov Ilposwmikon
latpov, véeg efelifelg ko mpokinoei», Béua opdiog: «Zmdvioe Noonuota, n EAAnvum
mpaypoatikdtnTa onuepa. O péAog TV vALOYWV AcBevav", Osocoalovikn, 13 Maiov 2023

XTPATHI'TIKOI XTOXOI — XXEAIAXMOX THX EOX-XITANOIIA

ENHMEPQXH Acfevov, ZvAldyov, Popéwv, Kévipov Eumepoyvopocvvng wat
Yanpeoiov

EIMNIMOPOQXH latpav, Zteheymv Aloiknong kot Erayyeipatidv Yyeiog

[IOIOTHTA AIAAIKAZION mapamounng amd ¢@opeig DY, somtepkn Owayeipion -
AGPAAELD AGOEVDOV. EVIULEPMOOT), TAPUKOAOVON G GT KOvOTN T

EI'KAIPH AIATNQZH an6 [Tpwtopdduia @povtida Yyeiog

ATIOKATAXTAZXZH, mopakorlovdnomn, evBappuvon a&lomoinong EVOALOKTIKGOV Oepameldv
IF’ENETIKH TAYTOIIOIHEH-XYMBOYAEYTIKH, oavayvopion  petaArd&emv,
GLUPOVAEVTIKT OTNV O1KOYEVELD, a&lomoinon og véeg Bepameieg

I[MEPITENNHTIKH ®PONTIAA, latpikadg Yrofonboduevn avamapoywyr|, TpoyEVVNTIKOS
é\eyyog, mponmtikog Eleyyoc veoyvav (EITITEN)

KATOXYPQXH ANA®OPAYX ZITANION NOXHMATON (og motomomtikd, o€
YVOUOTEDCELS, 68 UNTpoda aobevav kA.) — alonoinon tov Orphanet

[IXTOIIOIHTIKA KEIIA (avaypaen ornaviov voonudtov), wotopikd EOITYY avd AMKA
acOevn, Kataympnon oroviov

ENAYNAMQZXH - AIEYPYNZIH KENTPON EMIIEIPOTNQMOXYNHY, sfomhoudc,
AmOGYOANON VEWV EMGTNUOVOV - EPELVNTAOV, OLOIKTTIKT] VITOCTNPIEY



11.

12.

13.
14.

ENIAIO EOGNIKO MHTPQO AXOENQN XZITANIQN ITAGHZEQN, avamtuén ynotokod
£pyov

AIEYPYNZH AIKTYQXHY THX EOZX-XEITANOIIA, eyypoaen véov perdv (Toxtikov,
Apoydv kot Zovepydv), véec coppayiec pe ®opeic, Opoomovdiee, Ivotitovto kot EXApeA
[TPOQOHZH — BEATIQXH QEEMIKQN PYOMIZEQN

YYNEPI'AXIEEX  ANAIITYEHYX TIIPOTPAMMATON pe Axoadonuaikodvg Dopeig,
Emomuovikég Etaupieg kot ZoAddyovg AcBevav

Mo to A.Z. tng ZMANOIMA

O MPOEAPOZ HTEN. TPAMMATEAZ

XATZHXAPANAMIMOYZ ZTPATHZ AEZYTNPH MAPIANNA



