EAAHNIKH OMOXIIONAIA XYAAOT' QN -
LITANIQN NOXHMATQN ITAOHXEQN

(E.0.Z. - ZIA.NO.IIA.)
HELLENIC FEDERATION OF ASSOCIATIONS
FOR RADE DISEASES

(H.FA. -R.D.)

vt apOp. 461/8-12-2016 Sratayt) Tov Eipnvodikeiov ABnvoy,
ne avéovta aplOpo eyypa@ic 841 oo BiAio opoosmovdiwv tov Mpwtodikeiov AGnvwv

A6nva, 19/10/2021
Ap.Jlpwt: 05/0208

Hpog:

Ynovpyeio Epyaciag kot Kowwwvikwv Yo0écewv

a. Tpageio Y@umovpyd Ipovorag kat Kotvwvikng AAAnAeyying
Kka. MyomAiSov A.

B. Tpageio lev. Fpappatéa Kowwvikng AAAnAeyying
& KatamoAéunong tg ®twyelag
k. Xtapatny T.

Y. Awevbvvon MoAtikwv ATOpwyv pe Avanmpia

=

2. Ymovpyeio Emkpateiag
IFpa@eio Yrovpyot k. M'epanetpitn I.

3. EOvikn Xvvopoomovdia Atopwv pe Avamnpia (E.X.A.pucA.)
Tpageio Mpoédpov

Ofpa: Katd0eon mpotdocwv yua tThv ailomoinon tov 0sopnot kat ¢ Yinpeoiag Ipocwtmikoy Bondov
ywx AcOeveig pe Emavia Noonpata - abnoeig

H EXMnvik Opoomovdia ZuvAAoywv - Zmaviwv Noonudtwv Iabnoewv (E.O0.Z. - ZIIA.NO.IA), elval
Agutepofaduia Opydvwon ,KolVwVIKOU Kol GUVSIKOALGTIKOU XXPAKTNPA, 1 oTola eykpiOnke pe tnv v aplOp.
461/8-12-2016 Swataynq tou Eipnvodikelov ABnvwv kat kataywpnnke pe aviovta aplbpo 841 oto BiAio
opoomov8iLwy Tou [IpwTtodikeiov ABNV®v.

H E.O0.Z. - Z[1A.NO.ITA. eivat pérdog g EBvikng uvopoomovsiog Atopwy pe Avammpia (E.Z.A.pe.A.), cOpQwva pe
™mv amd 16 PeBpovapiov 2018 amd@aot tou I'eviko ZupBoviiov ¢ (ap. Tpwt.242).

H Opoomovdia eivat eyyeypappévn a) oto EOvikd Mntpwo ®opewv [SitwtikoL Topéa pn

KepSookomikoy yapaktipa, pe aptdud puntpwov 09121AEE13099074N - 1703 kat B) oto Ediké Mntpwo
Efedovtikwv pn KuBepvntikwv Opyavwoewy, pe aptBud pntpwov 09121XYE11096037N - 1589 (cvppwva pe
To U aplBp.51399/16-07-2021 £yypao touv YIIEKY).

H E.0.Z. - ZTTA.NO.ITA. éxel wg péEAN TG (TAKTIKA Kat apwya) toug [Tpwtofdbuiovg ZuAAdyoug:
a) MaveAljvia Evwon ApgAnotposidomtabwv (IL.E.A. - 18puTtikd pérog)

B) EAAnvikn| Etatpia yio tqv Ivawén Kuvotikr Nooo (E.E.LK. - 16puTiké pérog)

v) Zwpateio Atopwv pe Nooo touv Crohn kot EAxwén KoAitida Ayalag - .d.N.E. Ayaiog

8) EAAnvikn etatpeia Avtippevpatikov Aywva (EA.E.AN.A)
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€) EAAnvuikn Etaipeia Ymoompiing Matdiwv pe 'evetwka MpofAiuata «To péAdov»

o1) laveAAnviog 20AA0yoG AcBevwv & Pidwv Iaoxovtwy and vevpoivwpdtwon “Zwr pe NF”

0) MaveAAnviog Zuvdeopog Maoxoviwy and Zuyyeveis Kapdiomabeieg

1) HaveAAnviog ZVAAoyog TuveAokw@wv T'ovéwv, Kndepdvwv, Tuprokw@wv Madiwv kat Pidwv avtwv  'TO
HAIOTPOIIIO”

Emiong, éxel @ ovvepyd péAn toug emoTnUovikoUs @opeis: o) v EAAnvikn latpwikn Etapeia Avammnplag,
Kowwvikng AcpdAiong kat [Tpovoiag (EAIEAKAT), B) v EAAnvikr Etaipeia MeAétng Evéoyevwv MetafoAtkwv
[Mabnoewv y) Vv latpkn Etapioa ABnvwv(LE.A.) (amop. A.X. 1/2/2021), §) to IvotitovTto Yyeiag tov Maitdiol
(IY1D), €) Tnv EAAnvui Etatpia Iatpikng M'evetikns (EEIT) kat ot) ™v EAAnvikn Akadnuia Iapatikng Iatpikrg.

H Opoomovdia Siokeital amd emtapeAes AloiknTikd ZuufovAlo pe tplety Bntela evw to €pyo TG VTTOOTNPILEL
ovpfBovAsvtika Emotnpovikn Emitpomn mou amaptiletal amd EyKpLToug EMIGTIUOVEG — EPELVITEG SLAPOPWYV
medlwv.

Emiong ocvppetéyxel amod to 2017 oOppwva pe to oyvov Beopuikd mAaiclo oty EOvikr) Emtponn Imaviwv
Noonpdatwv [Mabnoewv tov Kevipikod ZupBoviiov Yyeiag (KEXY).

H EOZX. - ZIZINANOJIA. vy evnuépwon Tou KowoU KAl @opéwv, Sammpel 10TOOEAISQ:
www.federationrarediseases.gr, 6TTov TapEYoOvVTAL TANPOPOPIES YA TO £pY0 Kal TI§ SPACELS TNG KAl YA TA
Ymévia Noojuata - IMabnoeg, eved StabBétel oedida oto Facebook: EAAnvikn Opoomovdia TvAAdywv -
Inaviwv Noonudtwyv Madeewyv kat kavéAt oto YouTube: EOS SPANOPA.

To A.Z. m¢ E.O.Z. - ZITA.NO.ITA AauBdavovtag vtoYy To véo Beopikd TAAiGLo Yo TRV avATTLEN TOv BEGUOU Kot
™m¢ Ymmpeoiag touv [poowtikov BonBov, clppwva pe ta dpbpa 32-39, ke@.A’, touv N.4837(PEK 178 A'/01-10-
21), ek@pdalel T OETIKN TOU OTAOY KL LKAVOTIONON WG TPOG TNV 0AOKANPWOT TWV SLASIKACL®OV Yl TNV
TPAYUATWON EVOS TIOAY KaBopLloTIKoU KAl OUCLAGTIKOU QLTUATOG, IOV SLEKSIKOVOE €T HAKPOV 0 XWPOG TWV
Atopwyv pe Avammpla kat Xpovieg labnoeis ot xwpa Hog.

H emitevén auvtg ¢ TAOTIKNG EQAPUOYNS KAl AVATITUENG Tov Beouov /YT peciag yla ta emoueva 2-3 £,
amoteAel eva cofapd eyxeipnua mou OAoL amMAPALTATOWS Kol WSlaitepa 0 Xxwpos Twv ApeAh, opeldovpe va
OVUBGAOVUE OTIOTEAECUATIKE, WOTE va VAomoinBovv kal aflodoynbolv ol mapeyOUeEVeS @POVTISES Kal va
eSpalwBOel ue otaBepdTNTA 1 €V AGYW LVTMpPETia Pe TN SIKALOTEPT KAL LOOTLUN SLAoTOON TNG 6TN GLVESTIOT TWV
ApeA KL TWV OLKOYEVELWV TOUG TIOU TNV EXO0UV OVAYKN.

[Ipoceyyilovtag l8IKOTEPA TA AVAPEPOUEVA OTA OXETIKA GpBpa Kol TPoKeEIUEVOL va afloTtonBel katd to
BéATioTo Suvato o Beopog/Ymmpeoia tou IMpoocwtmikov Bonbol ato medio Twv acBevwv pe Emdvia Noonpato-
[Mabnoeig, n E.O.Z. - ZITANO.ITA. KaTaBETEL TIPOTACELS TIOV EVEATILOTOVUE VA GUUBAAAOLVY GTNV KaBoAKOTEPN,
LOOTLUN KL ATIOTEAEGUATLKI] VAOTIOMOT) TNG TUAOTIKTG EQAPLOYNG TOU €V Adyw BeapoV.

Eldikotepa emonpaivovtat:

a) Zvpewva pe to apbpo 36 map.2, pofAémetal 6Tl oty Ymnpeoia Mpoocwtikov BonBov katd v mA0TIKY
epappoyn Ba ovppetaoyouvv 2.000 Sikatovyol ApeA, nAkiag 16 £éwg 65 eTwv, pe ToTOTOMUEYT] avaTnpla,
mpoodlopifovtag evidg TapevBEceEwg OTL Oa TPOEPXOVTAL ATIO TI§ KATNYOPIEG  KIVNTIKWV, VONTIKWYV,
AVATITUELOKWV KL ALGONTNPLAKWV AVATITPLOV.
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http://www.federationrarediseases.gr/
https://www.facebook.com/fed.rarediseases.gr
https://www.facebook.com/fed.rarediseases.gr
https://www.youtube.com/channel/UCgrDXQwJaG5HPqOpvWQFoBg/featured

IV ev A0yw SLatOTwom Tou apBpou Sev ava@EpeTat pnTws, aAAQ oUTE KAl VoelTal (EQOCOV §EV GNUELOVETAL
TX. | KAT., 0OOTE va elvatl TBavY] KoL 1| CUPUETOXT GAAWVY KaTNnyoplwv ApeA) 1 CUUHETOXN OTNV TIAOTIKY
epapuoyn Ttwv AugA Tov £xouv opyavikés oavammpies oe ocofapn popen, OMWG UETAUOOXELUEVOL,
KapKomabeig, SlapfnTtikol, TAoXoVTES ATtd CUYYEVEIS KAPSLOTIADELES, VEPPOTIAOEIS, TACYOVTEG ATIO OTIAVLIEG KoL
TOAVTIAOKEG OO OELG KATL.

To yeyovdg autd, dev Sivel Tnv gukatpla avaATTLUENG TG TIAOTIKNG EQAPLOYNG YL TIG KATNYOPIES AUTEG TwV
ApeA pe xpovia 0pYOVIKA VOOT|HATA, TIOU TEKUTPLWUEVH OE TIPOXWPTHEVA OTASIA TWV VOGWY TOUG, £XOVV TNV
avaykn g @povtidag tov Ipocwtikoy Bonbov, T600 otV KaTolkia Toug, atnv TepLoxn Slapovns toug, 6co
KAl yla TNV VIO TN PLEN TOUG KATA TIG GUXVEG ETILOKEPELS TOUG Y TiepBaAm oTig uTmpeaieg vyeiag.
Emopévwg, n mapaiswpm avt) dev Ba dwoel ™ Suvatotta aflomoinong dedopévwy amd tnv vAomoinon g
Y.IL.B. oTi§ katnyopies autés Twv ApeA.

B) Xe oLVEXELX TWV TIPOAVAPEPOUEVWY TNV TAP.2 TOU apBpov 36 kal @Ooov Sev TPooSLoplleTal oca@wg
OUUUETOXN TWV 0PYAVIK®OV QVATINPLOV 0TV TIAOTIKY e@appoyr tov Y.IL.B, n E.0.X. - ¥TIA.NO.IIA. mpoteivel
YLX TLC QVA@EPOUEVEC KATNYOPIEC AVATINPLOV IOV B GUUPETAGYOVV OTNV TAOTLKT) E@apuoyn) Sniadn
KLVI)TLKEG, VONTIKEG, avaTTLELaKEC Kal aloOnTnplakég, netadl Twv kpLtnpinv mov 0a Stapop@wHovv
Kot Oa £E£181kev00UV (VU@ WV Pe TNV TIPOBAETTONEVT) £K8001) TN VTTOVPYIKNC AMO@AGTIC TOV dpBpov

39) va mpoodoptoBsi pe mocooTo (%), oAAd Kot apldunNTIK@WC avd KATNyopia avamnpuwy, N
CUUUETOYT) ATOU®WV TIOV_Ttaoyovv _amd Xmavia Noonuoata - Nadnosig, Onwe mpoodiopidovrar kat

14 .. A A 14 14 14 A 14 14
EUTEPLEXOVTAL TNV EVPWTAiKT) TUAN Orphanet mov £yl aVaAYVWPLETEL Ao TO LoYVOV O£0iKO TTAQiGLO
otnv EAAd8a, Tov £yovv avamnpia 67% Kot AVew.

Agbopévou 6Tl ta Imavia Noonpata- [Mabrjoels elval katd kOPLo AGYo KANPOVOWULIKE, £XOUV EKPUALOTIKO
Xapaktpa, elval MOAVTAOKA Kol TPOoBAAOUV TOAAQ CUCTHUATA TOU OPYAVIOUOU, HE OTMOTEAECUN VX
ETILPEPOLY TEPAOTLEG SUGAELTOUPYIES KL SUOYEPELEG OTNV KABUEPIVOTNTA Kol TOV TPOTO {w1§ TwV aoOeEV®V
KAl TWV OLKOYEVELWV TOUG, Bewpeltal amapaitnTo VA GUUUETACYXOUVV OTNV TIAOTIKY e@appoyny tns Y.IL.B.
acBevelg mov avikouv otnv &v Adyw kKatnyopia e@docov ot BAABeg TTou TPoKaAoUVTOL ATIO TIS €V AOYW
TN oL eMNPEA{OVY TOAAATTA®G TNV KIvNom, TN VONTIKY avATTun Kal TIS alonTnpLaKES AELTOVPYELES.
Tuykekplpéva, eival Suvatdv ota kpLmpla mov Ba TpocsdloploTovv eldikdTEpA Kal a@ol Kaboplotel o aplOuog
Twv ApeA ava katmyopieg avammpiog oty epapuoyn ¢ Y.ILB., va mpofAe@bel evdeiktikd 1 ako6Aovdn
OLUUETOXN:

«ZTNV TMAOTIKN £@appoyn tng Yanpeoiag tov lpoocwmikoy Bon0ov, cuppeTéXouv dTopa Tov TacXouV
até Iavia Noonpata - Madoelg pe avamnpia 67% kat avw pe avadoyia TovAdyiotov a)15% twv
ApgA pe kwnTika mpofAuata (vevpouvikd), B) 25% Twv ApgA pE vonTikKd - avamtuilakd
mpofApata (TToAvavam)pieg Kat GUVEpoua pHE EMMTOWOELS TNV avamTuén) Kot y) 20% Twv ApnegA pe
aoONTNPLOKA TPOBANRATA (EKQPUALGTIKEG TAONOELS TG OPAGTC, TNG AKONG 1] KAL GUVSVAGHAC)».

E@ocov poBAe@Boiv Ta oXETIKA KPLTNPLA KL TIPOaSLopLoTeL TO TAT00G TwV aTOpWY avTwy T.X. a) 150 atopa,
) 125 dtopa kat y) 80 £wg 100 dtoua, amapaitTo eival va yivouv ot oxeTikég ipoALYelg, T6o0 oTo Tedio ¢
aitnong yw ™ dMAworn cuppeToxNS Twv evilagepopévwy AueA oty Y.IL.B., 660 kol otov Tpoodiloplond g
BapUntag tov kptmpiov Twv Inaviwv labnoswv, wote va elval emAEELHOL aoBeVE(S e Ta eV AOY®W VOO LOTA.

Y) ITto MAQIGLO TWV AVWTEPW, OTA KPLTIPLX IOV B TPOaSLoploTovV Yo TNV €TA0YT KAl EVvTOEn TwV SLa@ipwv
Katnyoplov ApeA otny mdotiky e@appoyr) g Y.IIB., kpivetal anapaitnto va ektiunbovv, aAdd Kot va
MPoodo0el 8Laitepn BapVTNTA G6TIC TTOAVTTAOKEG AVAYKEG TWV aoBevwv pne Enavies Madnoeig, kabwg
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KL 0TI WSLHITEPEG KATAOTAGELG IOV BLOVOUV GTNV KAONUEPWVOTNTA TOVG TLYX. Slatapayég UTvov,
PuYoouvvVaoONUATIKEG ETUTMITWOELS, AVATVEVOTIKA TipoPANpata, Svokapicg, aotabsia otn kivnon,
avinuévo xpovio TOvo, cofapd Ofpata ATOMIKNG VYLEWVAG, £mBdpuven) amd AOLU®EELS, oUXVY)
0£paTEVTIKY] AywYN] KAl £MIOKEPELG GE VOGOKOUELQ, (PUOLKT] LATPLKY] ATOKATACTAOCY, YVWOTIKEG
aAAOLWOELS, Ao TNPLaKEG SlatapayEg, Suokodia otn OpeYm - TMEYN KA.

To Awowntikd ZupPoviio g E.0.XZ. - ZITANO.IIA, ek@pdlel v Loxupn Temoibnon ywa katavonon kal
agloToinomn TwV TPOAVAPEPOUEVWY ETILOUAVOEWY KAL TIPOTACEWY YA TN BEATIOTN avATTLEN TNG TIAOTIKIG
EQAPUOYNS Tov Beapov /YT peaiag tou Mlpocwmikoy Bonbol, wote va cuptepiAn@bolv oto Ao gyxeipnua kot
Ta AueA mov maoyovv amd Imavia Nooruata - [Mabnoelg kat eveAmiotel yia ™ BeTiK 00¢ avTATOKPLOT,
TpooPAETOVTAG OTNV €8palwor UG Loxupns, Slapkols KOl OUCLXOTIKNG CUVEPYAOiaG, TPoG emiTELEN TWV
OKOTIWV KL TWV GTOXWV TOV €V A0Yw Becpov.

['a omoleadnmote SLEVKPLVNOELS Kol TANpo@opleg pmopelte va ameuBuveote oty E.0.Z. - EIMA.NO.ITA. (A
210/5238389), atov I[Ipdedpo k. Ztpath) Xatlnyapardautmoug, (k. 6972.550.577) kal oto email Tou cuAAGyoUL
eos-spanopa@outlook.com

Kowomoinon
YuAAdyoug MéAn ¢ E.O.Z. - ZITA.NO.ITA

Me T,

I'a to Alotkntiko Zupfovilo

O MPOEAPOZ HTEN. TPAMMATEAS

EYZTPATIOZ XATZHXAPAAAMMOYZ AEYYNPH MAPIANNA
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