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EAAHNIKH OMOZTONAIA ZYAAOTQN-,

SMANIQN NOZHMATQN MAGHZEQN (E.O.Z.-SMA.NO.MA.)
Bepavépou 14, 110432 ABAva, T.0. 8159, T.K. 10210

OEMA: Xopriynon Alyidag tou YTtoupyeiou Yyeiag otn diopydvwon tou A" Zepivapiou Kai
KGBe emopevou Emudpowong latpwyv kai EtmayyeAuativ  Yyegiag g MpwTtoBaduiag
®povTidag Yyeiag pe Béua: «Xmravieg Madnoeig otnv MpwTtoBdaduia PpovTida Yyeiag —

Evromopo6g Mapatroutrn, MapakoAoUudnon kai Alaxegipion ».

‘Exovtag utréwn:

a) Tnv Tap. 1 €d. n Tou Gpbpou 40 TOU V. 4622/2019 «EmTeAikO KpdTtog, Opydvwon,
Neiroupyia kar Alagaveia g KuBépvnong, Twv KuBepvntikwyv Opydvwyv Kal TG KevTpikAg
Anuoaoiag Aloiknong» (PEK 1. A" 133/7.8.2019). Tig diatageig Tou edagiou 2 kal 3 TnG Top.
3y Tou d@pBpou 15 Tou MA 121/2017 (PEK 148/A’/09-10-2017) «Opyavioudg Tou
YTmroupyeiou Yyegiag», OTTwG 10XUEL.

B) Tig diatageig Tou edagiou 2 kal 3 TG Tap. 3y Tou apBpou 15 Tou MA 121/2017 (PEK
148/A°/09-10-2017) «Opyavioudg Tou  YTroupyeiou Yyeiag», OTTwG I0XUEL.

y) Tig diaté&eig 1ng map.18 Tou dpBpou 11 Tou N.2889/01 (PEK 37/1. A/2-3-2001) KabBwg Kai
TIG dIaTAgEIS Tou apBpou 36 Tou N.4272/14 (DEK 145/A/11-7-14) Trepi puBpicewg BepdTwyv
EKTTAIOEUTIKWV ABEIWV.

8) Tig diatdgeig Tng Tap.2 Tou apBpou 3, TG Map.5 Tou dApbpou 4 kal Tou apbpou 7 TOU
N.4486/2017 (PEK 115/A°/7.8.2017), «Merappubuion ¢ lMpwroBdbuiag ®povridag Yyeiag
emeiyouoeg pubBuioeic apuodidtnrag Ymoupyeiou Yyeiag kai aAAec Aiardéeic» yia B€uarta
oTeEAEXWONG, TOU POAOU TWV ETTAYYEAPATIWV UyEiag Kal TnG Ouadag Yyeiag otnv M.9.Y.

€) Tnv apB. mpwt. 38/PAY2/T.M.ok. 57595/27-07-2016 (AAA : Q1M94650YO-VEN)
EykukAio Tou YTroupyeiou Yyeiog pe Oépa: «KaBopiopodg eviaiwyv TTPOTUTTOTTOINUEVWV
S1adIKaCIWY YIa Tn Xoprynon aiyidag Kal éKepaong apwyAg Kal oTApIENG Tou YTToupyeiou
Yyeiag, o€ emoTnuovIKEG ekdnAwaoelg 1 Opdoelg i TTApEUPATEIG

oT1) To utr apiB. TpwT. 36201/22-06-2022 aitnua TNG EAANVIKAG Opootrovdiag SuAAdywy —
Smaviwv  Noonudtwv [MoBnoewv (E.O.Z.-2MA.NO.MA.), de ouvnuuéva Ta OXETIKA
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dikaloAoynTikd, TiBetan umd TNV aryida Tou YToupyeiou Yyeiag, n Alopydvwon Tou A’
Zepvapiou Empopewong latpwv kai EmayyeApaniwyv Yyeiag Tng MpwtoBabuiag dpovridag
Yyeiag ye B€pa: «Xmavieg NMadnoeig otnv NpwrtoRdBuia Ppovrida Yyeiag — Evromiopég
Mapatroutry, MapakoAouBnon kai Ailaxeipion», aAAd kai kG@e emwépyevou Tou Oa
uAoTroigiTal Ta €TrOpeva £Tn, EQOCOV gival KOIVO TO BéUd, Ol TTOPOUCIACEIG, O OTOXOG,
Kal ol Qopeig TTou amreuBivertal, To o1roio dlopyavwvetal atrd TNV «EAAnvIkr) OpooTrovdia
ZUMOYwv — Ztraviwv NoonudTtwv MNadnocwv (E.O.Z.-ZMA.NO.IMA.)» og cuvepyaaia ye Tnv
Etaipeia MevikAg/Oikoyevelaknig latpikig «INMMOKPATHZ».

To ev AOoyw oegpivépio Ba TmpayuarotroinBei oe evikd emmimedo PEow OIAdIKTUAKNG
TAQTPOPUAG, KATA TO XPOVIKO didoTnua atmd OkTwRplo éwg Aekéuppio 2022 , ye duvatoTnTa

ETTAVAANWNG ME TO i0I0 TTEPIEXONEVO KABE ETTOUEVO £TOG.

H avaykaidotnta €mpoppwong 10TPWY Kal TTAYYEAPATIWV uyeiag, 181aiTepa NG
MpwTtopaBuiag ®povridag Yyeiag oe e1dikdTEPa Bépara Zmaviwv MabAocswv- NoonudaTtwy,
waoTe va emTeuxBei n KaAUTEPN avixveuon Twv TrepioTaTikwy oTn M.®.Y., n opBdTtepn
MAPATIOMITH AYTQON 2XTA Kévipa Epmeipoyvwpooivng (KE), kaBwg kol n
ATTOTEAEOUATIKOTEPN Kal SIOPKH TTAPAKOAOUONON TWV TTEPICTATIKWY OTO TOTTO KATOIKIOG TOUG.

210 TACiglo autd Tapouaialovral €I0IKOTEPA BEuaTta yia KaTnyopieg ZTraviwv
Mabnoewv kai diaxeipion autwy oe emmimedo M.P.Y. Kal TOTKAG KoIvwviag, PE ETINOPPWON
Twv laTpwyv kal ETayyeApatiov Yyeiag Twv avriotoixwv Movadwyv Yyeiag (o€ ouvepyaaoia pe
v Etaipia levikAg/Oikoyevelakng latpikng «IMMOKPATHZ» kai Tng latpikng Etaipiag
ABnvwv), didpkeia 35 wpeg — 12 TpiwPEG CUVAVTATEIS .

To oepivapio Ba diegayetal pia @opd TNV €doPAda Kal GUPPWVA PE TOV OXEDIAOUO
TWV QopEwyv TTou To dlopyavwvouy, Ba eravalauBdveral pye tnv idia doun Kai Bepatoloyia,
Mia, £éwg dUo Qopég yia KABe eTTOUEVO £TOG.

AuvatdétnTa oupPETOXAG €xouv: TTaudiaTpol, YeVIKOi 1aTpoi, TTaBoAdyol Kal AOITTEG
EIBIKOTNTEG  10TPWYV, KOBWG Kal VOONAEUTEG/TPIEG, ETTIOKETTTEG/TPIEG UYEiag, MAiEG/UTEG,
KOIVWVIKOI AgIToupyoi, QuaoioBepatTeuTés, OIAITOAGYOI, WUXOAOyol KATT. lMou uTtrepTepoulv O€
dnuoaoieg dopég TNG M.AD.Y. kai Tou Id1IwWTIKOU Topéa.

Me Tnv oAokAfpwan Tou Zepivapiou Ba xopnyeital OTOUG CUUUETEXOVTEG BeBaiwan

TTapakoAoUBnaong atrd Toug PopEig dlopyavwong .

Emonpaiveral 6T o€ TEPITITWOEIS XopRynong Alyidwyv Kal EKQ@Paong apwyng Kal
oTAPIENG atrd 1o YIroupyeio Yyeiag, ava@épeTal pnTd Hio €K TWV SIATUTTWOEWY AUTWYV,

ME Tov TiTAO TOU YTroupyeiou Yyeiag.

Atrayopetetal n xpon Tou orfparog — AoyoTtutrou Tou YTroupyeiou Yyeiag,
€@oOooV n ev AOyw ekOAAwoN-8pdon dev éxel oxedlaoTei Kal opyavwOei pe uduvn Kai
OUMHETOXA auToU.

Znueiwvetal, 6Tl 0TOo TTAQIOIO AVATITUENG Kal TTpowOnong €BVIKWY TTONITIKWY TTOU

EVIOXUOUV TNV TTPOOYWYI TWV UYIEIVWV CUVNBEIWV KAl CUPTTEPIPOPWYV BIATPOPNG, KOBWG Kal
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Tou MnTpIkoU ©OnAacuou, amd 1o YToupyeio Yyeiag kal ouvapuodioug @opeig, e€eTAleTal n
duvaToéTNTa ATTOPPIYNG XOPNyNnong aiyidwv o€ ETTIOTNUOVIKEG EKONAWOEIG, N XpNHaToddTNON
TWV OTTOIWV TTPOEPXETAI ATTO ETAIPEIEG TWV OTTOIWV N dpacTNEIOGTNTA AVTITIOETAI ) dev givai
oUPQWVN HE TIC APXEG Kal TN @IAocoQia Twv &v AOyw TTOAITIKWY, dnAadr eTalpeieg TToU
gUTTOPEUOVTAI AEPIOUXD TTOTA TPOYEG, ME KOPETPEVA AITTapd, gdkxapa Kal peydAn moodTnTa

aAaTiou, KaBwg Kal UTTOKATACTATA INTPIKOU YAAOGKTOG yia veoyva Kal Bpéen.

> TTEPIMTWOEIG OXEDIAOUOU BIEVEPYEIAG TTPOYPAUMATWY, TTOPEPPACEWY Kal dpATEWV
TPOANTITIKWYV IATPIKWV £EETACEWV OTO TTAQICIO TNG EMICTNHMOVIKAG eKOAAwoNG, amd
TOV @opéa opydvwong autig | dAAo TpiTo @opéa (Tr.X. emioTnpovikh eraipeia, M.K.O,
xopnyo eraipeia K.A.1.) atraiteital n ékdoon OXETIKAG amdé@aong Tng Aloiknong tng
oikgiag Y.Me. ko n T1Apnon Twv JdladIKACIWV OUMEWVA PE TNV UTT
ap16.My/l.®.13,18/I".IN.0i1k.19814/08-03-2018 eykukAio pe Béua : « KabBopioudg eviaiag
dladikagiag avamTuéng Kair opyavwong TTPOYPAPMATWY, TTApEPPACEWY Kal dpdoewv
TIPOANTITIKWYV 1aTPIKWV e¢eTdoewy oe emmiTredo MpwTtoBabuiag PpovTidag Yyeiag GTo YEVIKO 1)
oe €I0IKEG KaTtnyopieg TTAnBuouol », (AAA : 78314650YO-OX6). H ev Adyw amoépaon
S1aBiIBAdeTal dueca ammd TOV QOPEN OPYAVWONG TNG €MICTNMOVIKAG eKSAAwWONG OTO
apuodio Mpageio Evnuépwong kai Emikoivwviag Tou YTroupyeiou Yyeiag. Ze kaBs dAAN

TMEQITITWON, OTTaAyopeUeTal N OleVEPYEIO TTPOANTITIKWY I0TPIKWYV E£EETACEWYV OTO

TTAQiCI0 EMIOTNUOVIKWY EKONAWOTEWV.

Me Tnv OAOKAAPWON TWV EPYOCIWV TOU &V AOYyw Zuvedpiou, TTAPAKOAEIoBE OTTWG
OUUTTANPWOETE Kal 0€ XPOVIKO diaatnua €wg €va (1) uprva, atrooteilete aTto [pageio
Evnuépwong kai Emikoivwviag Tou YToupyeiou Yyeiag, pe diafifacTikd £yypago TO
ouvnuuévo ‘Eviutro A" pe TiTAo «ATTOAOYIOTIKG ZTOIXEIO ETTIOTNPOVIKAG EKdRAWwGONG A Apdong,
 MapéuBaong», Ye ava@opd OTa CUVOTITIKA CUUTTEPACHATA KAl TTPOTACEIS PE TO QVTIOTOIXO
UAIKO.

Zuvnupuéva (uévo via 1o Popéa) :

‘Evtuto A’

O YNOYProz YreElAz

AOANAZIOZ NAEYPHZ

NAHPO®OPIEZX A THN EKAHAQZXH :
e 0T0 TNAéQWVO : 210-5238389

e 0T d1EUBUvVON NAeKTPOVIKOU Tayxudpopeiou (email) : eos-spanopa@outlook.com

e grTov IgToToTTo Tou Popéa : www.federationrarediseases.gr
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ANOAEKTEZ MPOX ENEPIEIA (Xwpig Zuvnuuéva) :
1. OAeg 116 Yyeiovouikég Mepipépeieg (Y.ME.) ye Tnv mapdkAnon va diaBiBdoouv 10 TTapov

EYYPOQPO O OAOUG TOUG ETTOTITEUOUEVOUG POPEIG TOUG
2. TMaveAAnviog latpikdg ZUAAOYOG
MAoutdpyxou 3 ka1 YynAdvtoug, 19675, ABrjva (ue Tnv TTapdkAnon va evnuepwBoulv Ta
MEAN |.X.)
3. TMaveArvia Evwon latpwv Anupdéoiag Yyeiog (MEIAY) EXY
N. ANe€avdpag 215, 115 23 ABriva
4. 'Evwon NoonAsutwv-Tpitov EAAGDOG
BaoiAioong Zogiag 47, T.K. 106 76 ABAva
5. 2UAAoyog EmoTtnuévwy Maiwv —twyv, Ap. MNatmrmda 2, T.K. 115 21, ABrjva
2Uvdeopog Koivwvikwy Asitoupywv EANGSOG
Tooitoa 19, T.K. 106 83 ABriva
EBvikr) ZuvopoaoTtrovdia Atopwyv pe Avarnpia (E.Z.A.ueA)

~

NAew®. EA. BeviZéhou 236, T.K. 163 41 ATTIKA (UE TNV UTTOXPEWON VA EVNHEPWOOUV
TOUG ZUANGYOoUG Kal Ta MEAN)

EZOTEPIKH AIANOMH: (ug nAekTpovik aAAnAoypagia
. 'pageio Ytoupyou Yyeiag

. Fpageio k.. Youtroupywv Yyeiag

. Fpageia k.K. Mevikwv pappoTéwy

. F'pageio MpoioT. MevikAg Alvong Ytnpeoiwyv Yyeiog

. Alvon Anudoiag Yyeiag kai Yyievig MepiBaAlovTtog

. Alvon ZTpartnyikou Zxedlaouou

. A/von latpwyv, Emotnuévwy kail ETrayyeApaTiov Yyeiag
. A/von NoonAeuTIKAG

.Alvon N.@.Y, TuAua I'ly

10. M'pageio Evnuépwong kai ETmikoivwviag
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