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 BipAio opoomovdiwv tov Mpwtodikeiov AGnvwv

_’////////,

AOnva, 18/05/2022
Ap.dlpoT: 06/0225

IIpog:
IIpéedpo ko Mén Tng Opddag Epyaciog yia 10 EOviké Mntpdo AcOevav X.N.II.

Oépo: KortdBeon emonpavoeov kor amdyesov e E.O.X. - XIIA.NO.IA. eni
KeWWEVo facik@v apy®@v yio o EOviké Mntpoo AcOevov X.N.IL., tov IIpoédpov tng
O.E. k. Kattapn A.

H EMnvua Opoomovdia ZvAldyov — Zmaviov Noonudtov IMobnceswv (E.O.X. -
2ITANO.ITA)), sivon Agvtepofabua Opydvoon ,KOWVOVIKOD KOl GUVOIKOAIGTIKOD
yopokmpa, To véo Koataotatikd g onoiog eykpibnke pe v v’ apbp. 130/28-03-2022
dwtayn tov Eipnvodikeiov AOnvov mov Ttpomomoince 10 WOPLTIKO KOTAGTATIKO TOL
eykpinke pe mmv v’ oapOu. 461/08-12-2016 odwrayr tov Eipnvodikeiov ABnvav, pe
kataypoen pe A.M. 841 oto Bifiio Opoomovdumv tov [lpmtodikeiov ABnvav.

H E.O.Z. - ZITA.NO.ITA. givan pérog g EBvikng Zuvopoomovoiog Atopmv pe Avammpio
(E.Z.A.pe.A)), obppova pe v and 16 defpovapiov 2018 amdépacn tov [evikod
Xvpupoviiov g (ap. Tpmt.242).

H Opoocmovdia etvar eyyeypappévn a) oto EBvico Mntpwo ®opémv Idiwtikov Topéa un
Kepdookomikov yopaxtipa, pe aptOuo untpmov 09121AEE13099074N - 1703 kot B) oto
Ewdwo Mntpoo Efeloviikdv pn KuBepvntikov Opyavocewv, pe oplBud pntpoov
09121ZYE11096037N — 1589 (cvpugpwva pe 1o v’ optfun.51399/16-07-2021 £yypago tov
YIIEKY).

H E.O.X. - ZITA.NO.ITTA. 6¢ cuvéyela KOTMIOVS KOl GLGTNUATIKNG EPYAciag EVOG ETOVG,
v ™ dtpdpemon oto Ymovpyeio Yyeiog tov mhaisiov avamtuéng kot opydvoong evog
eviaiov  EBvikod  Mntpoov  Acbevoov  Emaviov  Noonudtov - TlaBnoewv
(E.M.A ZTTA.NO.ITA.), 6mov KapmoPOPNGE UE TN GLYKPATNOY KOl OPIGUO HEADV TNG
oyetikng Opdoag Epyacioc, ekppdler v Betikn g 6éom yw 1t mpoomabeio avtn,
€Yovtog 1oyvp1 TEnOidNom Yo To 1010UTEPNG ONUACTING ATOTEAECUATO Kol TO £pY0 oL Oa
mapoyOet.
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‘Evtovo mpofAnuatiocpd kot evidmmor, TPOKAAEGE TO YEYOVOS AMOVGING EKTPOCOTNONG
mg E.O.Z. - ZITANO.ITA. oty opyikf amd@acn cuyKpoOTnong tng oxetikng Oudoog
Epyaciag (Apf. mpot. AIP/T.ILow.11043/21-02-2022 Amdéeacn Ymovpyod Yyeiog),
TAPOTL LUE EYYPAPA TNG KO L€ OYETIKEG AMAVTIOELS €T AVTMV, TEOMKAV Y10 TPAOTN POPE TaL
Bépata dSopdPE®oNg ToL eV Ady® MnTpmOov Kot EKKIVGay Ol TPOPAETOUEVES O1AOTKAGIES
Yo T SpdOPP®CN TOL.

Emonpaiverotl dpmg 6tt, katd tnv TpOGKANGT Kot SIEVEPYELN TG TPMTNG CLVAVTNONG TNG
Ouadag Epyocioc mov mpaypatomombnke tv Agvtépo 28/03/2022, ocvuueteiye og
TPOoKEKANUEVOG 0 mpdedpog Mg Opoomovdiog koG  XatlnyopoAdumovs, €vOWEL
TPOMONONG EVEPYELDV TPOTOTOINGNG TNG TPOUVAPEPOUEVNG OmOPAoNG, UE TPOPAEYN
ovppetoyng g E.O.Z. - ZITA.NO.ITA. o€ avtv.

Me aitepn yopd, ovakovelon, oAAd kot aicOnuo dikaimong HETd amd mpoomidei
Suoon UNVAV, TEAECEOPNGE 1 VIOYPOAPYT] TNG VENG Tpomomomuévng e Apd. mpor.
A1B/T .I1.ow.26888/12-05-2022 Andépacn Yrovpyod Yyeiag.

Xto mwhaicw ovpperoyns s E.O.X. - XIIA.NO.ITA. otig gpyacies ™S TPpOTNG
ovvavtiong g Opadog Epyaciog, 0tmg culntOnke ko ano@acictnke, avérhafe va
npomOioel mpog To appéowo Avtoterég Tpnqpo Ogpomevtikov [poTOKOAL®V KoL
Mntpoov AcOevav tov Y.Y. kot oto KETEKNY kataioyovg pe Xndvia Noonpata
Kol Tovg kmdkovg Orphacode, mov a@opovv 6tovg 0.60eveis Ko TOVG GVALOYOVS TOV
eknpoonel Kol povo. H dwopopomon tTov ev Aoy® KoTaldymv, £Yive Kol Tapadodnke
00 TOVG GLVAAOYOVLG MEAN TING KO PE TNV ETIGTIUOVIKN VAOOTAPIEN HEAOV TNG
Emotmnpovikiic t™c Emupomig, mnpokeipévov va afromomBovv kor @uokd vo
SVUTANP®O0VV/010p0®O0VY, 0AAG KOl VO NETAPPACTOVV GTIV EAANVIKI] YAOGGO, 0t
70 KETEKNY.

H E.O.X. - XITA.NO.ITA. g AgvtepofdOpia opydvmon ekapoocOTNONS GLALOY®V
ac0evav pe ondvia voonpato, cvvéfare otnv mpoomwadelo VT GTOKAEIGTIKG KoL
ROVO pE TN OG0EGT] TOV GYETIKAV GTOLYEIMV, YMPIS VO TOPOVOLAGEL dEOONEVE KL
otoyeio Tov Xmwaviov Nocov tov avayvopiopévov Kévipov Epneipoyvopoocivvng
Yroviov Hodcsov g yOpac Tov AALOGTE givarl avapTNEVE OTOVS LOTOTOTOVS TOVS
Kol gmopéveg gival TpooPacipa mpog 60A0vg Kot Ta omoia appodicng 0o ftav dvvatov
va yvootoron)0ovv oto Avtoteréc Tpqpa kow 6to KETEKNY pe andf npéokinon
Tov Tpofdpov K. Kartapn.

Eniong, onidvoope 011 motevovpne oKpEOGVTO OTNV EMGTINOVIKY] GVTOVORIX KoL
aveEaptnoio Tov K.E. g yopag, yopis va pecorafoov arror popeig £ ovopartog
TOVG GE ONUOGLES EMLTPOTES KL OPLAIES EPYOOLOG.

Aappdvovtog voyt, to Keipevo mov Katatédnke and tov tpdedpo g Onadag Epyaciog
k. Koattdun A. xoatd v apyikn ovvedpioon 28/03/2022, avapopikd pe g Apyég
Agrrovpyiag Tov E6vikod Mntpoov Xraviov Noonudtov, enifopovue vo KoTtafEGouE Tig
aKOAOLOES EMIONUAVOELS:

1. 2mv evomta l.a) va ocvumAnpowbet....... duvatdTTo  KOTOYpPaPnG OA®V  T®V
AmOPOITNTOV 1TPIK®V, BIOAOYIKAOV Kol GAADV GOUE®VE UE TO 16TOPKO ToVL asBevoie
OedopEVOV. . ...
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2. Xmv gvomra 1.p) mpoPfAnuatiopog tibetor o¢ Tpog TV avoykotdTNTo KOTOYpPopnS
670 VO dNOVPYIN UNTPMO TV eVIEILeY & UETPHGEWY OV KPIVOVTal ATapaiTTES
yia_ Ty avaiven tins mopeiag tovg. H avolutikn kataypagn TETo1wV 0E00UEVOV Eival
AOPOITNTO VO GNUEIDVETOL GTOV 1ATPIKO PaKeAO Tov acBevny (AH®DY), omov eival
SVVaATOV SWIAELTOVPYIKA VO, GUVIEETAL TO MNTP®O KOl Vo avTAEl PLEPIKA OEOOUEVE TTOV

Ba kpiver n Opdda Epyaciag 0t givon amapaitnta va copmeptinebodv oe owtod, yopic
OLMG VO AVEAVOVY TOV OYKO TOL KO VO TO POPTOVOLV 1310{TEPAL.

3. Xmv evotnra 3. Xtov titAo yiveton kotd AdBog avapopd oe dAAn Oudda Epyaciog,
EVO €VTOG TOV KEWWEVOL va Yivel avagopd otnv Apif. tpot. A1B/T.I1.01k.26888/12-05-
2022, 6mwg tpomomoince v Apf. mpwt. A1PR/M.I1.owk.11043/21--02-2022 Amdpoon
tov Yrovpyo¥ Yyeiag, pe to avtiotoryo OEua.

4. Zmmv evomta 4.vo counAnpombet:...... TOL YOPOKTNPIOTIKE TNG OlAYEIPIons Kol NG
mopelag TG VvOoov, kol TNG Topelag NG VOoOL KOOMG Kol oTowEln  TNg
LOVASOC/ TUNUOTOG dtayeipians TV achevdv Kot BEpamovtog 1aTpov.

5. Awevkpivion givan amopoitro va yivet otnv evotnta 5. d)dcov apopd to mo1og Ba eivat
0 YPNOTNG CTUTIGTIKTG TANPOPOPNONG

6. Zmv evomra 5. Kabopiopds Awaiopdtov Xpnotov, wwaitepn mpocoyn amorteiton
61N oOvdeoT Tov acBevi) g yPNOoTN Le TO MnTpdo, Yo To Tt TANpopopieg Ba pmopel
va Aappdvel | va GupmAnpovel, bdpyet kivovvog aAloiwong ototyeimv.

7. Xy gvomnta 5. Kabopiopodg Atkoawopdtov Xpnotav, 1 SuvatotTnTo ToL ToPEXETAL GE
xpNoTeS va a&lomotovv dedopéva Tov Mntpdov yia xpnon o€ emotnuovikd fora N og
EMOTNUOVIKEG LEAETES, TTPEMEL Vo, dIOETAL LOVO At TO OPUOSIO T TOL Y Tovpyeiov
Yyelag ko Oyt omd v Opddo Epyaciog mov dev €xel GAADOTE AplodOTNTO ET AVTOV.

8. 1010iteEPOg TPOGIOPIGHAG, PPOVOVuE OTL givar onuavtikd vo yivel Yo To B€ua Tov
KOGTOVG Kataypagns, mov Ba dievkdAvve va mpocdtopiotel ota 20 gvpd ovd acbevn,
mov Bao AapPdaver aveCopmtog TOL YPOVOL CLUTAPOONG TNG KOTOYPOPNG GTO
MnTp®O 0 POPENS TTOL AVAPEPETAL MG O OPYLKOS Y10 TNV KOTOYPOPT).

9. mpog katoyvpwon TG 0pHHTNTAG KOl TNG EMGTNUOVIKE TEKUPLOUEVNS KOTOYPOONG
TOV 0edOUEVAOV 6TO0 MNTpdo, Kpivovpe onuovtikd va opiebel pe Beopikn pvOupion ot
avt) Ba yiveron, eite amd ta Kévipa Eumeipoyvopocsivine avd xatnyopio omoviov
nodnocewv, gite amd GAAO QOpEén TOL TNV TEAIKN OU®G gLV TeKunpimong twv
oedopévov Ba €xet to apuodo K.E. T mepimtowoelg onaviov madnocemv mov dgv
vrapyovv axoun Kévipa Epmepoyvopociving my. o@Boipkés, kopdlohoyikés,
opBomardikéc, youylatpikés KAT. va opiloviar pntadg moleg [avemompokéc 1 dAAeg
Kivicég wor Kévipa, Adym eumepioag Ba Oevepyodv 1 Oa emkvupodvovy v
KaToypoon.

10. Ocov a@opd 611 SLOPOPPMGT] TOV TEPLEYOUEVOV TOV EKAGTOTE QUAAOV/KUPTELG
T0v EOvikov Mntphov AcOevdv, TEPAV TOV AVOQPEPOUEVMOV GTOV GYETIKO TTIVOKA
mov maportideTor, mwpoteivetar va gvoopotmBoiv kot ektipnon g E.O.X. -
YITA.NO.IA. to ak6rov00 Tedio KoL EVOTNTES:

a) 0 ApBpdg Mntpdov AcBevoig pe Xmavio Noonpa — [1a6non (AMA-ZITANOITA)
va Tpocdlopiletor amd Evav eviaio apBpd mov va meptAapPavel apykd v Evoeidn
™me xdpag GR, Tov kmdwé Orphacode g Xaaviag Nocov, Tov avéovra aprOpo
T0V 060EVOVS TOV KATAYPAPETOL pE AVTOV TOV KOOKO (m.y. 00001, 00002 xAm.)
ka1 tov AMKA 1ov ac0gvoic.
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e mepintwon wov dev vdpyet AMKA yiati mpokeital yio Kataypoen aAAodamov 1
GAANG €101kn¢ katnyopiag acbevn, va culntnOel pe v HAIKA 11 kd1K0¢ acpdiong
Ba TpocdideTal, E0IKA Y10 OVTEC TIG TEPIMTMOELS. AVTOG O HoVadTKOG aplOuoc AMA-
YITANOIIA, 6o eivar duvatdv vo €16AyeToL G GTOXEIO KOl 08 GAAG NAEKTPOVIKA
apyela Kotaypagng m.y. otov elonyntikd eakeio yio to. KEIIA, otic amopdoelg yo
eKTiUMoN avamnpiog, 6To e-cLVTAYOYPAPN o KAT.

B) ota Oomuoypapikd ototxeio, va mEPLAOUPAVOVTAL, TO OVOUOTETOVOHO, 1|
TaLOpopkn dievbuvvon, otoryeio emkovoviag (thd. & e-mail), to AMKA (gév dev
EVIAGGETAL GTOV OPOUd UNTPAOOL), 0 Op. TOVTOTNTOC/ dafatnpiov, 0 TPOGIHOPIoUOS
@OAOV, 0 TOTOG YEVVNONG, N EKTOLOEVTIKY], OIKOYEVELOKT] KATAOTOON, 1| OTACYOAN T, O
ACQOAICTIKOC @opéac, M VmoapEn OKOYEVELWNKOD 10TOPIKOD — emPapuvong amd
voGo.

Y) 0 TPOGAIOPIGUAG TNG oTaviag vocov, o kwdkog Orphacode kot ICD10, o tHmog
KANPOVOLKOTNTOG, 1 YEVETIKY TAVTOTOINGN — HETAAAAEN, amd TOlo Popéa Eyve Kot
TOTE. L& MEPIMTOON TOL OV VILAPYEL AKPIPNG TPOSIOPIGUOG TNG GTAvVIAG TABN oS va
KOTOYPAPETOL O KMOWKOG TNG KOTNYyopiog mov vadyetal avtrn, dnAoadn g auécov
pkpdTEPNG KAILOKOC.

0) ovagopd ota Pacikd onpeio ekdNA®ONG TG oTAVINS TAOMNoNG Kot TO GLGTHLLATO
OV £XEL EMNPEAGEL.

€) KOTOYpOP| OLTIOV EKONAMONG

oT) Kotaypoaen dAL®V VOCIUAT®OV TOV LITAPYOLY (GLuVocPHTNTA)

{) xotaypo@r] OlyVOOTIKOV EEETAGE®V, EPYOOTNPUKAV, OTEKOVICTIKOV KOl
KMVIKOV €UPNUATOV TOL TEKUNPUOVOLV TO Oldvio voonuo — mddnon kot tnv
dedOUEVT KOTAGTACT TOV £XEL O OGOEVIG KATA TNV KOTOYPOOT| TOV.

1n) kataypoen tov eopéa/povada vysiog/ K. Eum/covng/epyastmpiov mov €kave
dyvoon, kabmg Kot Tov Bepdmovtog 1Tpov.

XTIV TEPIMTOGT TOV OLAYVAGTNKE OO GAL0 QopEa amd avTOV OV devepyel T
Kataypoae1n oto Mntpmo, vo mpofre@Oei Ceymprotd nedio Tov popéa vyeiog Ko
TOV WTPOV 7OV OLEVEPYEL TNV KOTAYPOPN] KOl TNV OAOKANpoOvel Pdon ToOV
0£00pévVOV, NE 00U KOl TEKUNPLOREVT S1dyvmon).

0) xoTOypO@Y] (QOPUOKELTIKNG OY®OYNS, KUPLL OPACTIKY) OLGIO/EAPUOKO TOL
yopnyeitan yia Oepaneio/op@avo eappako/vmd diepehivnon edppako (KAMviKY HeAétn),
KaOADG KOl KOTOYPOPT] COUTANPOUOTIKAG OPUAUKEVTIKNG OY®YNG Y0 OVTILETOTION
GAA®OV GLVOODOV GUUTTOUATOV, LE OVOPOPA G TOUVEG TAPEVEPYELEC.

1) Kotaypoon WTpiKOV/(ELPOVPYIK®V TOPEUPACE®V, GYETIKAOV [LE TNV OTAVIK TAON oM
KOl VOOT|AELDV.

10) KOTOypoen EW0IKAOV TANPOPOPLOV TOV ATULTOVV 1O10iTEPT TPOGOYN T.)Y. AAAEPYIES,
apVidleg EKONAMGELS TPOPANUATOV VYELOG KAT.

) xataypoaen Katdotaong avornpiog, tedevtaio andacn KEITA, ypovog (didpreia
— €M 0OPLOTOV), TOGOGTO OVOTPLOG KAT.

1Y) Kataypoen nuepounviag Bavdérov pe mbavi thpnon TV ctotyeimv tov Mntpdov
Kol HETA Bdvotov, pe ouvvaiveon tov acbevr), avdvopo TALOV Kot pOvo yuo
OTOTIOTIKOVG — EPEVVITIKOVG AOYOVG.
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10) ot1o MnTtpmo &ivor 110itepa GNUAVTIKO VO KOOTKOTOLEITOL 1) TAT|pOPOpio Yol TOL
omdvie. VOoNHato Tov €ivol adldyvmoTa, Yyl ouTE oL £ivol OlyVOGUEVOL Kol
AapPavouy €101k Bepameio, yio To SOYVOCUEVA LE YEVIKT] COUMTOUOTIKY Oepameia,
KaOdc kot Yo avtd mov dev AouPdver o acBeving Oepameio, epdcov dev Exel
avantuydel Waitepa 1 vOGoC.

To mapov éyypogo woatatifetor otov Ilpéedpo kor ta Mékn g Opddog
Epyociog tov EOvikov Mntpoov AcOevov X.N.II. ek pépovg g E.O.X. -
YITA.NO.ITA., mpokeipévov va katoatedel ota mpoktTikd T dgvtepng (B)
ovvavinong mov Oa yiver v Tpitn 24/05/2022 kot opa 12.00 pe 14.00, va Lafovv
YVOON O0VTOV €K TOV TPOTEPMV 0 TPOESPOS Kol TO PEM] KOU VO OTOTELEGEL
a@eTnpio cuiNTNONGS KOl Y10 TIG ETOUEVES GLVAVTIGELS.

Evyapiotodpe daitepa yia v cvvepyacio.

Me T,

["a 10 Atownted Zoppfodito

O MPOEAPOZ HTEN. TPAMMATEAS

EYZTPATIOZ XATZHXAPAAAMMOYZ AEYYNPH MAPIANNA
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