EAAHNIKH OMOZIIONAIA £YAAOTQN -
EIANIQN NOXHMATQN TAOHEEQN
(E.0.X. - TIA.NO.TIA.)
HELLENIC FEDERATION OF ASSOCIATIONS
FOR RARE DISEASES

(HF.A.-R.D.)

vt aplOp. 461/8-12-2016 Statayn tov Etpnvodikeiov AOnvoy,
ne avéovta aplOuo eyypaeng 841 oto BipAio opoocmovdiwv tov llpwtodikeiov AONVWVY

Abnva, 25/01/2023
Ap.IlpoT: 07/0247

IIpoc:
ILatpovs ko Erayyeiparicg Yyeiog @opimv kol Aopdv —
Movéaoov Yyeiog tng llpotopfdOmog @povrioag Yyeiog

Oépo: «Evnuépoon 1w 1 owpydvoon tov 2°° Zguvapiov pe 0fpo «Xmavieg
Hotoeg oty IlpotofdOme Ppovride Yyeiog - Evromopog I[Hoapoamopn,
IHopaxorovOnon ko Awayeipion»

H EAMvik Opoomovdio XvAldywv — Zmaviov Noonudtov IMabncewv (E.O.X. -
YITANNO.ITA)), eivar Agvtepofabue  Opydvoomn, KOWOVIKOD Kol GUVOIKAAMGTIKOD
yopaktnpa, 1o véo Kataotatikd g omoiag eykpidnke pe v v’ apOp. 130/28-03-2022
dwatayn tov Epnvodwkeiov ABnvov mov Tpomomoince 10 0pLTIKO KATUGTOTIKO OV
eykpidnke pe v v’ oapBu. 461/08-12-2016 Swrtayn tov Epnvodikeiov Anvaov, pe
katoypaer e A.M. 841 oto Biprio Oposmovounv tov [Ipmtodikeiov ABnvadv.

H E.O.X. - ZITA.NO.ITA. gtvar péhog g EBvikng Zvvopoonovdiog Atopwv pe Avamnpio
(EZ.A.pe.A)), obppova pe v and 16 dePpovapiov 2018 amdeacn tov ['evikov
Zvppoviiov g (ap. Tpwt.242).

H Opoomnovdia givat eyyeypappévn a) oto EBviké Mntpmo @opéwv Idiwtikov Touéa pn
Kepodookomukov yopakmpa, pe apfpd untpodov 09121AEE13099074N - 1703 xou ) oto
Ewwod Mnipodo Ebeshoviikdv pn KvBepvnrikov Opyovoocemv, pe oplOpd pntpodov
09121ZYE11096037N — 1589 (cOppwva pe to v’ apOpn.51399/16-07-2021 €yypagpo tov
YTIEKY).

H E.O.X. — ZITANO.ITA. éyet og péin g (toktikd kot apwyd) tovg [pwtoPdduiovg
YVALOYOLC:

a) [TaveAvio 'Evoon Apeiinctposidontadov (ILE.A. — 18putikd pérog)

B) Zopateio Atopwv pe Noco tov Crohn kot EAkmon Koritda Ayaiog — LO.N.E. Ayaiog
v) EAAnvikn etapeion Avtppeopatikod Ayova (EA.E.AN.A)

0) EAAnvuc Etapeion YroompiEng [awiov pe Ievetwkd [poPAnpata «To péliov»

e) Ioavedinviog Xuvdecpog [acydviov amd Zuyyeveic Kapdondheieg

o1) [avedAqviog ZoAroyog Tverokmemv [Novéwv, Kndepovov, Tvprlokopov Iaidimv kot
dilov avtdv  "TO HAIOTPOITIO™”
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Emiong, éxer @ ovvepyd péAn tovg emomnuovikovg @opeis: a) v EAAnvikn) loatpum
Erapeia Avammpiac, Kowwvikng Acediong kot Ilpovowng (EAIEAKAIL, B) v
EXAnvikn Etaupeio Merétng Evdoyevov MetaBoriikov [abnoewv v) v latpun Etapia
AOnvov(LE.A.) (amoe. A.Z. 1/2/2021), 6) 1o Ivotitovto Yyeiog tov [Taudwov (IYII), €) v
EXAnvikn Etopia latpwng Tevetikng (EEIN),ot) v EAAnvucy Axadnuio lopotikng
latpunc kot §) v Etapia IN'evikng/Owoyeveloaxng latpwrg ITITIOKPATHY .

H Opoomnovoio dwoikeiton amd entaperés Aoikntikd ZoppfovAito pe tpletn Onreio evod 1o
épyo g vmootpiler ocvpPovievtikd Emotnuoviky Emuponn mov amapriletor omd
EYKPITOVG EMGTNUOVEG — EPELVNTES SLAPOP®V TESIWV.

Svppetéxet and 1o 2017 ovpeova pe 1o wydov Becpkd mriaicto oy EBvikn Emtpomn
Xraviov Noonpdtov [Habncewv tov Kevrpucod Zvppoviiov Yyeiag.

Ao 10 2021 ovpperéyel oto Aiktvo tov Opyavocewv kot Aiktowv e Kotvaviag tov
oAty kKo Popéwv g Kowwvikng Owovopiag (Social Economy Greece Network).

H E.O.XZ. - ZITA.NO.TTA. ywo. evnuépmaon Tov Kooy Kol popémv, dTNPel 16TOGEAIDA!
www.federationrarediseases.gr, 6mov mopEYovVTol TANPOPOPIES YL TO £PY0 Kol TIG
dpacelg g kat yio ta Xrdvie Nooruato — [obnoel, evd dwbétel oelida oto Facebook:

EAinvikn Opocnovoia Xvirldyov — Xroviov Noonuatov Hodncsov Kol Kovail 6to
YouTube: EOS SPANOPA.

To Aowntikd XvpPovio e EAAnvikng Opoonovdiog Tuldoywv Zmoviov Noonuatmv
— [aBncewv, cac evnuepmvel 0Tt o€ cvvepyacio pe v Etopia I'evikne/Owoyeverokc
TLatpucnig CIMIMNOKPATHY’, dwpyavmce pe wwitepn emrvyio to 1° Xegpvapro pe
Oépo «Xmavieg IMaoOfnoerg otnv IlpotofdOmoe Ppovrida Yyesiog - Evromopog
Hopamopnn, Mopakorovdnon kor Awyeipion», 10 0moio vVAOTOMONKE SLOOIKTVUKE
™V 1ePiodo OxkToPprog 2022 ¢mg lavovapro 2023.

To ogmvapro gixe oapkewn 36 dpec, pe avantoén 12 OgpoTiKOV €VvOTHTOV, GTO
mAaiclo Tov omoiov mpaypotomouiOnkav 46 ewoNYNoES 0O £YKPLTOVS, E£1OIKOVG
EMOTIHOVEG KOL OKAONNUIKOVS, EMGTHOVIKA vAEVOVUVOUG KOl EPEVVITIKG OTEAEYM
tov Kévipov Epneipoyvopocivig Zaaviov Iadoeov g yopoc, kod®Og ko amxd
ailovg Qopeic oyeTikovg pe 10 0épo. To ogpvaplo mTapakorovdnoav 26 wtpoi km
emayyehpotieg vyeiog ™g IL.OD.Y. kot ew0wotepa: 2 Maieg, 9 Noonrevtéc/Tpieg,
1Teyvoroyos latpwkov Epyootnpiov, 1Bwoynuikeg, 1 ®appoxomords, 3 I'evikoi
ILatpoi, 1 O@Baipiatpoc, 1 BromraBoroyoc, 1 IlaBordyog, 2 Emokéntec/Ttpreg Yyeiog, 4
Homdiatpor

X710 mAoicwo 0vT0, ek@paleTar 1 0wiTEPN YOPE KO IKOVOTOINGY TOV
O0PYOVOTAOV, OALA KOL TOV OULUUETEXOVTOV, Oedopévov OTL £yve €vag YOVIHOG
01aA0Y0G, TOPOVOIICTNKOV TOAVTAEVLPOE KOL TOAVTAOKO Ofpota yw to Xmrdvia
Noonfpota, eve 660nke N a@opun yo. cvvepyacies kol Kotadeon tpotdoemv mov Oa
ovupdriovv, T060 6t Pertioon TOV endpevov cepvapiov, 660 Kol 6T Swyeipion
Osparov oty IL.O.Y. Y10 TNV TOOTIKOTEPN TAPOYT] VANPESIAOV 6TOVS 00OEVEIS KoL
OTIC OIKOYEVELEG TOVG,.
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http://www.federationrarediseases.gr/
https://www.facebook.com/fed.rarediseases.gr
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H E.O.X. - XITA.NO.ITA., alomor@vtog TNV epmepio dropyavoong 4 KOkKAov
OLUOIKTVOKAOV EKONAAOGEMV, pE 20 EVHEPOTIKES EKONAMGELS Y10 dLaPopa OEpaTo Tov
agopovv Tig Xravieg Iabhoels, kabog kor Tov mpoavapepopevoy 1°° Xemvapiov,
KOTOYPAPOVTOAS TO. CUUTEPAGRATE TOV GVLNTICEOV KUl TOV TPOTACE®V TOV TEONKAY
KoTa ™ eaymyn TV €v A0Y® EKONADGEMV, KOOMS KOl TO OITHATA GLVALOY®OV KOl
acOevav, aArd ko Aapfavovtog vroyy ™ otpatnyki) T1g Opoomovoiag, 0Tms avT
eykpiOnke and v XT° Toktikn Feviknl Zovérevon, mov éyve otig 14 Tovviov 2022,
avantoccel ovvepyacio pe to Kévipo Epnepoyvopooivvig Xraviov MHadoceov g
YOPOS, KOOOS Kol GAAOVS EMGTINHOVIKOVS (QOPEIS, pE oTOYO0 TNV Oopydvoon
EWOIKOTEPMV GEPVUPIOV ETPUOPP OGS,

Yvuveyilovrag ™V mpoomdOewn avty, Swpyavovetor to 2° Xepvaplo pe 0épa

«Xnavieg Madoerg oty IlpowtofdOmoe ®povtion Yyeiog - Evromopoc Mapamwopnn,
Hapaxorovnon kot Awayeipion», To omoio 0o vAomoOsi SadikTvoKaA TNV TEPT0OO
MapTiog pe Iovvio 2023.
To ev MOy oegpvaplo €xel AdPet v aryida tov Yrmovpyeiov Yyeiag, coppovo pe 1o
vt apiBp.36201/05-07-2022 éyypapo (AAA: 6Q274650YO-DPE9), 10 0m0i0 KOAVTTEL KOt
v olopyavoon Kabe emdpevov oguwvapiov pe to 1010 Bépo kol mepleyOUEVO.
(emovvdamteTOn)

Y16)0¢ TOV GEMVOPIOV TOV SLOPYOAVAVETAL EIVOL 1] AVAYKALOTTO EVULGONTOTOINOG,
EVIUEPMOTNG KO ETUOPOMONS WTPAV KOl ETAYYEANOTIOV VYELOS, 1OwWiTEPR TNG
IMpotopddog Dpovrtidog Yyeiog oe €0wkotepo Ofpata Xmaviov IMobjocsov -
Noonpdtov, @cte vo emrtevyfei N KOAVTEPN AVIYVELGN TOV TEPIGTATIKAOV GTI)
IL.®.Y., 1 opB6tepn mapamopny avt®dv ota Kévrpa Epmepoyvopoocivng (K.E.),
KOOOG Kl 1] 0TOTEAECPATIKOTEPT KO OLOPKI] TOPUKOAOVONGY] TOV TEPLOTUATIKAOV GTO
T0T0 KOTOWKIOG TOVG.

210 mAaico avtd, mopovcidlovat edikoTepa BEpata yio katnyopieg Xroviov [ladncewv
Kol olyeipion ovtdv oe eminedo I1.D.Y. kol Tomkng Kowwviag, UE ETUOPOOON TOV
latpodv kot Erayyeipotiov Yyelog tov avtictoy®v Movddwv Yyeioc.

H odoun tov oguvopiov, pHE TIC EVOLIKTIKEC muepounvieg oweoaymyns, mov £ysl
oapkern 36 @dpec ko viorowgiton o 12 Tpivpec svvavtioerc ( kG0s Tetdptn 15.00 pe
18.00) ma.povGlalETOL GTO EMIGUVUTTOUEVO OLPYELO.

AvvatotTnTe oLPpETOYNS £XoVV: TTOdiaTpol, YeEVIKOL roTpoi, TaBoroyor kor Aoutég
EWIKOTNTES 0TPAOV, KOOGS Ko Vvoonievtég/Tpres, emoKENMTESG/TPLEG VYELOS,
Noiec/eVTES, KOWVOVIKOL AgrTovpYol, QuoL00epamevTég, O10NLTOAOYOL, YUYOAOYOL KA.
OV VANPETOVY o€ dMpioieg dopég g I1.D.Y. kot Tov IowwTikov Topéa.

270 _oguivdplo gival ovvatov vo cOUUETAoYovY S 60 dToua, ue KO0GTOS GUUUETOYNS
mevipvro (50) evpd) avd dTouo (Tpokeiusvon va KaAv@Bovy o1 0amdves YpouUoTELAKI]S
Kol TEYVIKNS voaTpilnS viomoinons avtov) kai Qa dievepynbei diadikTvakd.

Me Ty _oiokinpwaon tov ceutvapiov Oa yopnyeital 6Ttovs ovuuetéyovres Pefaiwon
nopaKoiovnoig amd Tovg popeic d1opydve oie.
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H E.O.X. - ZITANO.ITA., mpoxkewpévoy va eviuepmBovv or wrpoi ko oL
EMAYYELNOTIES VYEIOS TOV VANPETOUV OTIS ONuoocieg dopéc II.AD.Y., kaO®Og Kol cTOV
WIOTIKO TOPEN, 0AAG KOl Y10 VO EKONAMDGOUVV EVOLHPEPOV GUUUETOYNS OTO €V AOY®
CEMVAPLO  ETUOPOMONGS, OTOGTEALEL TO OYETIKA £YYPOQO OTIS YYEWOVOMIKEG
Heprwpépereg g yopos (Kévrpa Yysiog T.OM.Y. kin.), otov IHaverinvio lotpiko
Y0AM0Y0 Yoo evipépmon TV LX. TG ®OPOS, 6TOVS GVALIYOVS TOV ETAYYEANATIOV
vyeiog, KaOmg ko 6€ KAOE GALO EVOLOPEPONEVO POpPEQ.

Oco1_evoigpépovral Mo _THY Taparoiovdncny Tov ceuivepiov, mTapaKaiovyvrol Omms
ovuUTINPAGovy TNy Aniwen  Eyypaens tov Zeuivapiov, 1 omoio emiovvdmreTol,
mPoKEIUEVoL va TnpnOsi oEIpd TPOTEPAIOTHTAS CTOVS CVUUETEYOVTEG.

O1_outijoelc va amoctaloty niektpovikdc éwc 10 Maptiov 2023 oro email g
Ouocmovdiag: eos-spanopa@outlook.com

Emiong, n Opocmovdia oyedialel tn d10pydvmor Kol GAA®DV ETHLOPPOTIKOV GEUVOPInY
OT™G:

1. O porog g Tevetkng otig Emavieg [Mabnoeic — tavtomoinon peTtaAAdEewY,
Zvpupovievtikn, cvyypoves Iovidwukég Oepameiec, 6mov Ba mapovsialovtal dheg ot
ovyypoves efelMelg kot Bo  evnuep®VOVTOL Ol EMIOTNHOVES VLYElOG Yoo TNV
avayKoloTNTe Kol ToV pOA0 TMV YEVETIKOV TopepPacemv ot dayeipion Kot
avTipeTdnion tov Irndviov [Mobnoeov kol tov acbevov (ce cvvepyoaoio pe v
EMnviucr Ertaupio Totpikng [Neverikng kot [Hovemotnuokd Epyactipa), didpxeia 21
wpeg — 7 TploPEG GLVAVTNGELS.

2. H ovpPorq g lapatikng latpikng Kot T@v COUTANPOUOTIKGOV BEpameidy o
dwyeipon ypoviov mabncewv Kol omaviov voonuatomy. AvakodQion GUUTTOUATOV,
Bektioon mowdnrag (ong oacBevov kot oavamtvén evellog Tovg, Omov  Ba
napovctalovror €wkoTepa Oépata mov oyetiCovion pe v ocvpPoin g lapoatikng
lotpkng Kol TV COUTANPOUATIKGOV Ogpameldv ot dyelpion ypovVImV Tadncemy Kot
OTOVI®V VOOT|LATOV, TPOKEYEVOL VO OVOKOVPIGTOVV TOL COUTTOUOTA, VO BEATIOOEL N
AerrovpykoTnTo Kot M moldtnto. {ong Tov achevdv kot gv yével M avamtuén tng
evelag toug (oe ocvvepyooio pe v EAAnvikn Axaonpio lopatng latpikng), oidpkeia
21 opec — 7 tplopec cLVAVINGELC.

3. Opybvwon SodKTLOK®Y GUVAVINCE®Y SaAdyov, Yo TV chvdeon Bepdtmv mov
oyetiCovtot pe modd mov maoyovv and Xmavio. NOGNUATO Kol TIS OVAYKEG Yol TO
OYENAOUO 1{TEP®V EKTAOEVTIKOV KOl VTOGTNPIKTIKAOV TopeRPaceny (avaroya Le
TIG 1010UTEPOTNTEG KOl TIG duoAeitovpyieg twv mabnoewv — cvvtaén &vog Pacikon
SVUPOVAEVTIKOD 031 YOV Y10 EKTOUOEVTIKOVS KOl YOVEIQ)
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Tao péAn tov AZ eivar ot 01G0eon cag yoo KABe GYETIKN TANPOPOPIO KOl EVIUEPOOT
(mhnp: Kwv. 6972550577, mpdedpog k. Xatinyapoidumouc)
e-mail: eos-spanopa@outlook.com

Me extipnon
IMa 10 Atowntikd ZopodAto

O MNPOEAPOZ HTEN. TPAMMATEAZ

EYZTPATIOZ XATZHXAPAAAMMNOYZ AEZYMPH MAPIANNA
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