EAAHNIKH OMOXIIONAIA £YAAOTON -
EIANIQN NOZTHMATQN IAOHEZEQN
(E.0.X. - ZIA.NO.IIA.)
HELLENIC FEDERATION OF ASSOCIATIONS

FOR RARE DISEASES

(H.F.A. -RD.)

vt aplOp. 461/8-12-2016 Swatayt) Tov Eipnvodikeiov ABnvoy,
ne av€ovta apldOpo eyypa@nc 841 oto BLAio opoomovdiwv tov Mpwtodikeiov AGnvwv

il

ABRva, 06/07/2022
Ap.Npwt: 06/0235

Npog:
'OAa ta EBvika Kévtpa Epnelpoyvwpooivng
Inaviwv Nadnoswv g xwpag

OQfua: «Zuvepyaoia pe ta EBvika Kévipa Euneipoyvwpooivng Inaviwv Nabrnoswv tng
XWPAG Yl TNV OPYyAvVWON VEWV EVNHEPWTIKWV EKSNAWCEWV Kal EMLUOPPWTLKWY
oEpVapiwy TOU amevBuvovtal Oe LATPOUCG Kol emayyeApatie¢ vyeiag oe Ofuata
Inaviwv Noonpdtwv — Nadnoswv»

H EA\nvikn Opoomovéia ZuMoywv — Imaviwv Noonpatwv MaBnoswv (E.0.Z. -
JMNA.NO.MA.), elvat Aeutepofabuia Opydvwon ,KOWWVIKOU Kol OUVSIKAALOTLKOU
XOPAKTAPA, TO VEO KataoTatiko Tng omoiag sykpibnke pe tnv ur’apOp. 130/28-03-2022
Swatayn tou Elpnvodikeiou ABnvwv ToOu TPOMOMOINCE TO OPUTIKO KOTOOTATIKO TOU
eykpiOnke pe tnv uraplOu. 461/08-12-2016 Siatayr) tou Elpnvodikeiou ABnvwv, pe
kataypadn pue A.M. 841 oto BiBAlo Opoomovéiwy tou MNpwtodikeiou ABnvwv.

H E.O.Z. - 2NA.NO.MA. eival pélog tng EBviKAG Zuvopoomovdiog Atopwv pe Avamnpia
(E.2.A.pe.A.), obudwva pe tnv amod 16 DePpouvapiou 2018 amodaon tou [levikou
JupBouliou t™ng (ap. mpwt.242).

H Opoomnovbia sival eyyeypappévn a) oto EBviko Mntpwo Dopéwv 18twTtikol Topéa un
Kepdookorikol xapaktipa, ue aplOpo untpwou 09121AEE13099074N - 1703 kat B) oto
EldlkO Mntpwo EBelovtikwv pn KuBepvntikwv Opyavwoewv, HE 0oplOUO pNTPpwOoU
091213YE11096037N — 1589 (cUpdwva pe to v’ aptbpn.51399/16-07-2021 £yypoado tou
YMEKY).

H E.O.Z. — ZMNA.NO.MA. éxeL w¢ MEAN NG (TOKTIKA Kal apwyd) toug MNMpwTtofdbuioug
JuAAbyougG:

o) NaveA\nvia Evwon ApdiBAnotpostbonabwy (M.E.A. — 16puUTIKO HEAOC)

B) EAAnvikn Etautpia yia tnv Ivwdn Kuotikr) Nooo (E.E.ILK. — tdputikd péAog)

V) Zwpateio Atopwv pe Néoo tou Crohn kat EAkwédn KoAttida Axaiag — I.O.N.E. Axaioag
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6) EAAnvikn etatpeia Avtippeupatikou Aywva (EA.E.AN.A)

€) EM\nvikn Etaupeia Yriootnpténg Nawdiwy pe Fevetikd MNpoPAnuoata «To péAAov»

ot) MaveAAnviog Zuvdeopog NMaoyxoviwy amno Zuyyeveic Kapbdlomabeleg

{) NaveAAnvio¢ ZUAAoyog Tudrokwdwv Movéwy, Kndepovwy, Tuprokwdwv Madiwv Kat
O\wv avtwv  'TO HAIOTPOMIO™

Eniong, €xel w olvepyd HEAN TOUG ETLOTNUOVIKOUG ¢opeic: a) tnv EAANVIKA latpikn
Etaipeia Avannpiag, Kowwvikng Acdaliong kat Npovolag (EAIEAKAN), B) tnv EAAnvIKA
Etalpeia Melétng Evdoyevwv MetafoAikwv Mabrnoswv y) tnv latpky Etalpla
ABnvwv(l.E.A.) (amod. A.Z. 1/2/2021), &) to Ivottouto Yyeiag tou Nawdov (IYM), €) tv
EAA\nvikn Etawpia latpikig evetikng (EEIN) kat ot) tnv EAAnvik Akadnuia lapotikig
latpLknC.

H Opoomovia Slowkeitat amd entopeAég AloKNTIKO ZUUPBOUALO Ue TPLETA Bnteia evw To
€pyo NG umootnpilet ocupBouleutikd Emiotnuovikr Emitpomn mou amaptiletal amo
€YKPLTOUG ETILOTHOVEG — EPEVVNTEG SLadOpwv Medlwv.

JUMMETEXEL oo To 2017 cVupdwva pe To Woxvov Becukd mAaiolo otnv EBvikN Emttponn)
Inaviwv Noonudatwv MNabrnoswv tou Kevtpikou XupBouliou Yyeiag (KEZY).

Amo 10 2021 cUMMETEXEL O0TO Aiktuo Twv Opyavwoewv Kat Alktuwv tng Kowvwviag twv

MoAttwyv kat @opéwv tng Kowvwvikng Owkovopiag (Social Economy Greece Network).

H E.O.Z. - ZMA.NO.NA. yia evnuépwon Tou Kool Kal popéwv, Slatnpel LotooeAida:
www.federationrarediseases.gr, 6mou mapéxovtal MANpodopileg yla To €pyo Kol TIG

6paoelg ¢ kat ya ta Zravia Noonpata — Mabrioelg, evw Slabétel oeAida oto Facebook:
EAAnVIKR Opoomovédio TuAoywv — Imaviwv Noonudtwv Mabroswv Kol KavaAl oto
YouTube: EOS SPANOPA.

To Awokntikd ZupPBolAlo tng EAANVikAG Opoomovéiag uAAoywy Inaviwv Noonuatwyv -
MNabnoswv Aappdavovtag umoyty:

A) tnv ap. mpwt 05/0143 -08/01/2021 emiotoAr tng Opoomnovdiag, pe Oéua «ESpaiwon
ouvepyoaoiac Twv EBvikwv Kévtpwy Epmelpoyvwpoouvng Inaviwv Noonuatwy - Mabrioewv
pe tnv E.0.Z. - ZNA.NO.MNA. oe Bfépata emikolvwviog, TeKUnplwong, evnuUEPWONG Kol
TiPOPBOANRG TOU €PYOU OTOV XWPO TWV CUAAOYWVY, TWV 00BEVWVY, TWV OLKOYEVELWV TOUG Kal
TWV LOTPWV — EMAYYEALATLWV LYELQC» Kall

B) tnv ap. mpwt 05/0185 -07/07/2021 emiotoAn tng Opoomovdiag, pe Bépa «Iuvepyoaaoia
pHe ta EBvika Kévtpa Epmelpoyvwpoouvng Imaviwv MNabrioewv tng Xwpac yla tTnv
0pyavWwon VEWV EVNUEPWTIKWYV €EKONAWOEWV KOl EMIHOPPWTIKWY OCEULVAPIWYV TIOU
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ameuBuvovtal og LATPOoUG Kal enayyeApatieg vyelag os Oépata Inaviwv Noonuatwyv —
MNabnoswvy,
OE CUVEXELA TWV omoiwv £8pawwdnke n ouvepyacia tng Opoomnovdiag pe ta EOvika
Kévtpa Epmelpoyvwpoouvng Inaviwv NMNabnoswv tng xwpeag, XoVIag OUCLAOTIKA Kol
KaOopLOTIKA amoteAéopata oto eninedo evnuépwong Kat gvailcdnromoinong twv
TLOALTWYV, TNG KOLVIG YVWHNG, TWV A0OEVWV HE OTAVLO VOO LOTA KOL TWV OLKOYEVELWV
TOUG, TWV EMLOTNHOVWV UYeiag, Twv oteAexwv Sloiknong ¢opéwv, UMNPECLWV Kal
OUAAOYWV KATL., KABWG KoL otn SLEKSIKNON ONHUAVILKWY OULTNUATWY TTov adopouv oth
O€0oUIKNA KOl EMOTNUOVLKN TEKUNPLlwon BgATwy OXETIKA e Ta Zavia NooHpata.
JuykeKplpéva: a) aneotaAnoav ano ta K.E. otowxela emikowvwviog yla toug acBevelg,
avadopad otig mabnoelg mou eldikotepa mapakolouBouvtal ava K.E. pe ta Orphacode,
KABWC KAl EVNUEPWTLKA EVTUTIA VLA TIG OTIAVLIEG AODEVELEG, TIPOKELUEVOU va SlopopPpwOel
0 MpodiA Tou KABe Kévitpou TO omoio Kol mopouclaletal o avaloyn &vOTnTa TNG
lotooeAibag pag www.federationrarediseases.gr, B) dtopyavwBnkav A'-B’-[" — A’ kUKAoL

SladIkTuaKwY evnuepwWTIKWY ekdnAwoewv (Maptiog 2021éw¢ Mdiog 2022), oto mAaiolo
TwV omolwv uAomotnBnkav 20 eVNUEPWTIKEG EKENAWOELG UE TTpaypaTomnoinon 60 nepinou
OMIAlWY, HUE aVTIOTOLXN OUMMETOXN EMOTNUOVWY elSIKEVUEVWY O BEpata Zmaviwv
MNadnoswv. Metagl autwv Twv eKSNAWOCEWY, TOPOUCLACTNKAV CUVOTITLKA 0 POAOG , TO
£€pyo twv K.E. KOl oL OX€OELG YE TOUG aoBeveig Kal y) avamtuxbnke cuvepyacia yla tnv
KataBeon mpotacng mpog to Yroupyeio Yyeiag yia tn dtapopdwaon tou EBvikol Mntpwou
AcBevwv Inaviwv Noonuatwv - Nabnoswv (E.M.A.2ZMNA.NO.MNA.) n omolia Kal Katatédnke
LE OXETIKO UTIOUVNUA KOl 08yNOE OTn CUYKPOTNON TNG OXETIKNG Oupadag Epyaociag (amo
tov OeBpoudplo 2022) nou mpaypatonoinos Nén 2 cUVAVTAOELG WG TTPOG TN Lopdr Kal To
TIEPLEXOUEVO TOU OXETLKOU EBVikoU Mntpwou.

Ma OAa To AVWTEPW, TOL OTola EMITEVXONKAV HE Laitepn emtuyia yia to 2021 Ko ya
1o o’ e§apunvo tou 2022, n E.O.Z. — ZMA.NO.MA. Kat ot cUAAoyol péAN tnG, ekppalouv Tig
LSLaiTEPEG EVXAPLOTIEG TOUG TPOG TOUG EMLOTNUOVLKA UNEUOUVOUG, TOUG EMLOTNLOVIKOUG
OUVEPYATEG Kol Ta Aotnd oteAEXN Twv EOvikwv Kévtpwv Epmelpoyvwpoouvng.

210 mAaiolo auTto, afLOToLWVTAC TNV OXETIKN EUMELPLA, KATAYPAPOVTAC TA CUUMEPACHATA
TWV oUI{NTACEWV KaL TWV MPOTACEWV TTOU TEONKAV KATA Tn Sle€aywyn TwWV EVNUEPWTIKWY
ekdnAwoewv, KaBwg Kol ta artiuata cUAOYwv Kot acBsvwy, aAAd kat Aappdavovtog
uUTOYILV TN oTPATNYLKA TNG Opoomovdiag, Omwc autr eykpiBnke amod tnv XT’ Taktikr Mevikn
Yuvéleuon, Tou €ylve otic 14 louviou 2022, tPOoKELHEVOU va eSpaLwOel Kat va evioyuOel
nepaltépw n ocuvepyaoia tng E.0.Z. — ZNA.NO.MA. pe ta Kévipa Epneipoyvwpoouvng,
TPOTEIVETAL N CUVEPYAGLA KOL ) CUMETOXN OO OTNV UAOMOINGN VEWV EVNUEPWTIKWV
EKONAWOCEWV, KAOWG KL CEULVAPIOU EMLUOPPWONG LATPWY KO EMOYYEAHATLWY LYELAG,
pe Oépa «IMANIEZ NAOHZEIZ XTH NPQTOBAOGMIA OPONTIAA YTEIAZ — ENTOMIZMOZ,
NAPANOMIMH, NAPAKOAOYOHZH KAI AIAXEIPIZH», TO OMoio cuvSLOPYOVWVETOL LE TN
ouvepyaoia tne Etaipiag Mevikig/Owoyevetakng latpikng “INMNOKPATH:” .
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ZtoxoG elval n avaykootnta evatodntonoinong, EVNHEPWONG Kat EMLHOPPWOoNG LATPWV
Kol enoyyeApatiwv vyeioag, Wlaitepa g Mpwrtofadpiag Ppovridag Yyeiag o
eldkotepa Oépata Inaviwv Nadnoswv - Noonudatwv, Wote va eMTeVXOeL N KAAUTEPN
aviyvevon twv neplotatikwv otn N.M.Y., n 0pBotepn napanouny avtwv ota Kévipa
Eunelpoyvwpoovvng (K.E.), kaBw¢ Kal n OanmOTEAECHATIKOTEPN Kol  Slapkn
TOPOKOAOUONON TWV TEPLOTATLKWY OTO TOTIO KOTOLKLAG TOUG.

Ito mAaiowo autd, mapouoialovral el8IKOTEpA OEpata yla Katnyopieg Imaviwv
NaBnoswv kot Siaxeipion auvtwv oe eninedo MN.M.Y. KAl TOMKAG KoOwwviag, HE
empopdwon twv latpwv kat EmayysApatiwv Yyeiog twv avtioctolywv Movadwv Yyeiag.

H 8uapkela tou oepwvapiov eival 35 wpeg — 12 Tpiwpeg ouvavinoeLg, Oa Sie§dyetal pia
dopa v eBSopdda yia tnv nepiodo OktwPplog — AskéuPprog 2022—- 10 osuvapto, Ba
SlevepynBel Sadiktuaka kat cupdpwva HE TOV OXESLAOHO Twv OPEWV TOU TO
Slopyavwvouy, Ba emavalappavetat pe tnv idta Sopn kat Ospatoloyia, pia éwg dvo
$opég yLa kaBe enopevo £10¢.

H Sour) tou oepwapiou, akoAouBei TiC OeUATIKEC EVNUEPWTIKEC EKONAWOELC TOU

npaypatorotdnkav Stadiktuaka and tnv Opocnovdia pe tn cuvepyaoia twv K.E. Kat

AAAWV EMLOTNUOVIKWV POPEWV KOl ETILOUVATITETOL WC OPXELO, TIPOKELUEVOU £XOVTOC WC

mBavl nuepopnvia évapénc tn Asutépa 10/10/2022 (ue vlomoinon KAOe emoOpevVn

Agutépa), vo ekONAWOETE To EVOLADEPOV 0PYAVWONE TNC KATA MEPLTTWON Tapouciaonc,

UE Tth Ospatoloyia ko touc optAntég tov Oa emAé€ete.

Auvatotnta CUMMETOXAG £xouv: maidiatpot, yevikoi tatpoi, maboAdyot Kot AOLmEG
EL8LKOTNTEG LATPWV, KAOWG Kol VOGNAEUTEG/TPLEG, EMILOKENTEG/TPLEG LYELNG, HaEG/EVTEG,
Kowwvikol Aettoupyoi, puoloBepamnsutég, StattoAdyol, PuxoAdyol KA. Tou UntnpeToLV
o€ dnpooieg Sopég tng N.AM.Y. kot tou I8iwTtikov Topéa (ouppeToxn éwg 60 dtopa).

Me tqv oAoKARPWGCN TOU CEpvapiov Ba xopnyeiltal oTtoug CUMMETEXOVTEG BeBaiwon
napakoAovOnong anod toug popeig Stopyavwong.

H E.O.Z. — ZMA.NO.MA., MPOKELMEVOU va EVNHEPWOOUV OL LaTPOoL Kol oL EMayyEANATIEG
vyeiag mou unnpetolV otLg Snuooteg Sopég N.M.Y., KaBwg Kol oToV LELWTIKO Topéa, aAAd
KOLL YLOL VOL TTAPAKLVNOOUV VAL GUHLLETAGYXOUV OTO £V AOYW COEULVAPLO EMLUOPPWONG, EXEL
otnOel ko €xel AdPBeL tnv awyida tou Ymoupyeiov Yyeiag yia to 1° Kat yia to KAOe
EMOUEVO OEULVAPLO (HE TO 1610 O£ Kat Soun), cUpdwva pe To urt apibu.36201/05-07-
2022 éyypado tou ypadeiov Evnuépwong kat Emkowvwviag tov Yroupyeiou Yyeiag, pe
0épa «Xopriynon Aryidag tou Yrnoupyeiou Yyeiag otn dtopydvwon tou A’ Zepvapiov Kot
KAOe endpevou Empdpdwong latpwv kot EmayyeApatiwv Yyeiag tng Npwtofaduiag
Dpovtidag Yyeiag pe Oépa: «Imavieg Nadnosig otnv Npwtopfadpia Ppovrtida Yyeiag -
Evtormiopog Napanounn, NapakoAovOnon kat Ataxeipton» (AAA: 6Q274650Y0-D=9)
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Emiong, oL BepaTIKEC evOTNTEG yla TIC OToleg €xel ekONAwOEel evdladpEpov amd Toug
OUUUETEXOVIEG OTIC EVNUEPWTIKEG €KONAWOELG Kol €xouv BOetikd TtomoBetnBel ol
ETILOTNMOVIKA uTteVBUVOL KaL oL cuvepyateg Twv K.E. tng xwpag eivat:

1. O podhog tng levetkng otig Imavieg MNabrioeslg — tautonoinon HeTAAAAEEwWY,
JupPouAeuTikn, olyxpoves Movidlakég Oepameieg, 6mou Ba mapouoialovtal OAeg ol
ouyxpoveg efelifelg koL BOa  evnuEPWVOVTIOL OL ETUOTAMUOVEG UYELOG Yyl TNV
avaykolotnTa Kal ToV POAO TWV YEVETIKWV TapeUPAcewv otn Slaxeiplon Kot
QVTLLETWTILON TwV Zmaviwv Mabnoewv kot Twv aocbevwv (o€ ouvepyaoia pe tnv
EAANvikn Etatpia latpikig Mevetikng kat Mavemotnuiakd Epyaotripla), didpkela 21
WPEC — 7 TPLWPEC CUVAVTNOELG.

2.  H oupPBoAn ™G lapatikAg laTPIKAG KOl TWV CUUMANPWHOTIKWY BEpamelwv otn
Slaxeiplon xpoviwv mabrnoswv Kot omaviwv voonuatwy. AvakoUudlon CUUMTWHATWY,
BeAtiwon mowotntag Iwng aocbevwv kat oavamtuén eveflog Ttoug, oOmou Oa
napovaotalovrtal el81koTepa Bépata mou oxetilovral Pe TtV cUUPOAN TG lUATIKAG
lATPLKNA G KOl TWV CUUIMANPWHATIKWY Bepamelwv otn Staxeiplon Xpoviwy nabnoewv Katl
OTIOVIWV VOO UATWY, TIPOKELUEVOU VA avaKoUdLOTOUV TA CUMMTWHATA, va BeATIwOEL
N AETOUPYLKOTNTA KAl N TolotnTa {wh¢ Twv 0oBeVWY KoL €V YEVEL N AVATITUEN TNG
gvetiag Toug (og ouvepyaoia pe TNV EAAnVIk Akadnuia lapatikig latpikic), Stapkela
21 wpeg — 7 TPLWPEC OUVAVTNOELG.

3. Opyadvwon Sladktuakwv cuvavtioswyv Staddyou, yla tnv ocuvdeon Bepdtwy mou
oxetilovtal pe maldld mou maoyxouv amod Zmavio Noonpata Kol TIG aVvAYKEG yla TO
oxeblaopo 18laitepwv KMALOEUTIKWY KL UTTOOTNPLKTIKWYV TTOpEUBAcEwWVY (avaAloya pe
TIC LOLoUTEPOTNTEC KO TIC SUCAELTOUPYLiEC TwV MaBrioewv — ocuvtaén evog Baoikou
oUpBoUAeUTIKOU 08NnYyOoU yla ekmaldeuTIKOUE Kal YOVELS)

Ta ev AOyw oepwvapla, Ba oxedlaotouv wote va uAomolnBouv amo 1o 2023, Ba yivovtat
Stadiktuakad péEow tng mAatdopuag zoom f AAAwv edappoywv Kat Ba ival Stdpketag 20
£€w¢ 30 wpec.

3to mAaiolo emkowwviog tng Opoomovdioac pe ta Kévipa Eumepoyvwupocuivng,

TapoKAAEloOs avaloyo UE TO OVTLKELMEVO GUUUETOXNC OOC OTO TtpoovadEPOUEVO

oepLvapLo tov a rpayuatonolnBei to 2022, OMWC MPOETOLUACETE TO OXETIKO UALKO Kail

TLC ELONYNOELC, TPOKELUEVOU va. SLEUKOAUVOEL 0 oxeSLaopdc kat n Stopydvweon autou.

Oa mapakaloVoope yia tTn Oetikn ovtandkplor cac €éwc 05 IemtepBpiov 2022, pe

AIOGTOAN OXETIKOU NAEKTPOVIKOU punvupotog oto e-mail: eos-spanopa@outlook.com

Tayudpopukr AlevBuvon: T.0. 8159, T.K. 10210 — tnA.: 6972 550577
e-mail: eos-spanopa@outlook.com


mailto:eos-spanopa@outlook.com

H Opoonovéia 0a cupBaiAel otnv evnpépwon twv YNE kot Twv Anpooiwv Movadwv
Yyeiag (voookopueia, kEvtpa uyeiag KAT.) KaBwg kot GUAAGYOUG avamipwy Kat acBsvwy,
WOTE Vo EVNUEPWOOUV OL EMLOTAMOVEG UYelaG KoL TO OTEAEXN, TPOKELUEVOU va
CUMUETACYOUV OTN apakoAouOnon autwv.

ToA.Z.tGE.O.2. —2NA.NO.NA., \8laitepa MpooPAETEL 0T CUVEPYOOLA YL TNV OPYAVWON
KOl OVATITUEN TWV MPoavVAbEPOUEVWY CEULVAPLIWV ETIUOPPWONG Kal KATAPTIONG latpwv
kat EmayyeApatiwy Yyeiag, oe B€pata Znaviwv Noonuatwy — Mabroswv Kal OVapEVEL e
evlladpEépov TN Oe€TIK) OOG QAVTOOKPLON, TIPOKELUEVOU Vva YVOUV OL QMOLTOUUEVEG
EVEPYELEG TIPOETOLACLAG.

Ta péAn tou A.Z eival otn 61abeon oag yla kabe oxeTikn MAnpodopia Kal evnuépwan
(mMAnp: Kw. 6972550577, mpodedpog K. Xat{nxapaAdumnouc)

Me ektipunon
Ma to AlolknTiko ZupBouALo

O MPOEAPOZ HTEN. TPAMMATEAS

EYZTPATIOZ XATZHXAPAAAMMNOYZ AEXYNPH MAPIANNA
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