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TFENIKH A/NIH YTTHPEZIQN YTEIAY

A/NIH ANATITYEHE MONAAQGN YIEIAZ

TMHMA A'- OPTANQIHE NOZOKOMEIRN

A/NIH TPQTOBAGMIAL DPONTIAAL YTEIAT

TMHMA I'- KATAPTIEHE NTPOTPAMMATON

Tay. A/van Apwrotiioug 17- 19 OEOE: _
Tay, Kobikag  ABiva TK10187 O ITINAKAZ ATIOAEKTQN TTA

Minpopoples @, KehoPa ENEPTEIA
Lrp, Xarinyapaiapmovg
TnAtpovo 2132161326
2132161623
, (21015235908
Pax (210) 5237384
email ddy@yyka.gov.gr

pfy@yyka.gov.gr

ETKYKAIQX
®EMA: «Evnptpaon oyetikd pe Indvia Noofpava = Iabjoegs

To Ynovpyeto Yyelas, n Zovroviouxy) Enuponr Znaviev Iabhoeov, pe T oovappédbieg
A/vaeg Anpdowag Yywewryg, Tpatopdbpag Gpoviibag Yyelag ko Avidrogng Moviabov Yveiag,
oto mhalow tav appoblomitov toug, evipepdvouy ot oto N, 4213/2013 (GEK 261 1. A
/9.12.2013) {JIpooappoyn g edvixyg vopoleolag ong Bardfeig g Obnylag 2011/24/EE tov
Evpongtkod Kowvoflovhlon xat tou Lopfoviion g O% Maptlov 2011 mepl egappoytis tev
Bwmopdrav tev aolevov oo mhalowo g Swrovvopuardy  vyoovopu)s  nieplfaiyng
(LB8/45/4.4.2011) kot dhheg Swxrabews, To dplpo 24 uvucpipsrm ota  Zndvia Noonpdra -
Nabhoes.

Zto ev Moyo apfipo npofAtiert o opwopds tov Znaviev Noonudray - TTabioeey, n
avayvomor tov ORPHANET wg 1 emlonun Paon Bebopivav yia 1g noldong aqutdg, n
Sapdpgmon EOvucod Zyeblov Apdong iy ovyxpdinom podvipng «Evids Emtvpends yia ta Zndvia
Noatypereer - FlaBroege oto KE LY, xafidg xm 1y efovotobomon yia éxboor Kewvmy Yravpyikov
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Attogdorwv rop 8a pedpifouy empipoug ebdrepa Bépara, perabd autoy kal Ty xavaypagl

twy Lnaviov Noonpduay = [ablheeay,

Kardmy tav avatépa, ot anobikieg v eykoxkAion mAnpogopobvia yig ta axoiovle

A. To Yroopyelo Yyelag, o ovvepyaola pe tig appobieg A/vorg ton Ynoupyelon Bpyaales,
Kowoviktg Aopahong xat Ipovouas xen too IKA- ETAM, npowfody evipyeies obvtabg Tyetiov
KYA nov Oa polpiler Bépara xat Sabweoles yia myv aforolnoy g fhang Sebopdvav
ORPHANET xet 118 xerraypagg tov Znaviav Nomudrov- Tabhoeov oty xope pag pioo xat
reov Kévrpey TTwotonoinong Avarmmplag (KEITA.).

B To ORPHANET eivai 1y roAn avagopds yit ninpogopleg oxenikd pe ta Zndvia
Noofpara-Tladfoeg ken ta Opgpavd Pappaxe - [potovre xat aneoBbveral ob dAobg tovg
evBiagepdpevous,

Zto or’ ap. npert. 143/14.01.2014 éyypago tou Ivourattov Yyeleg tou Ienbod (LY.IT)
{ouvnupdvo 1), mepypdgetal o oxords g Pdong Sebopdvov ORPHANET, ot vimpeotes rov
npoapépet, 1) avarttoln avrod ot evprnatkd eninelo, o péhog xau to Epyo Tov LY.IT. wg eralpon
1o ORPHANET ok e0vikd enirebo xat 1) Srabwaola afionoinong avrob and tovg enayyehparieg

vyelag ke orowvBijrote dMov evBupepdyevo,

T, Ot wrepol 100 vimpetody ot dAeg e Movabes Yyelag tov Ebvikod Zvoripatos Yyelag
ke, orov I8uotké Topda, kahobviar va aonou)oosy my ev Aoym nhnpogopnan now napdyetd
oto mhalow g Pdong BeBopévov ORPHANET, npoxeyptvov va avaypdgovtal ta Indavia
Neofjpara = IlaBfoeg pe tov avtiotoye koo ton ORPHANET (ORPHACQDE -
ORPHANUMBER) orig wrnpikée yvopatedoeg, motonomtikd xat Pefoauborg nov yopnyobviay
gtoug miohiteg v v morornioinon toug and ta KEILA, wou IKA - ETAM xat 1y nepaitépe
aBonolnon avtov  yi xavaypagy tev aclevav, pton g Sobvleomg g &V Adyo
TIAPOPOPRONE ME ARG IIAnpopopLaKd cuatijico,

H npocfaon omy IIdAn evypépwong rov Orphanet yiverm piow g nAekTpoviyg
Brevbovong: www.orpha.net K oy ENnvucr TToAn eioobou:

Zro maloe tov avetépe oo watpal txouv m Sovatdtyte va avalnwiooby nmAnpogdpnorn
oxettka pe ta Lndvia Noofjuata - ITabhoeg, pioe two evBewtikod tpdrnov avaldijnong mov

avagépriar oty evorra I'd tov emoeovardpevow eyypamo too LY.TT
2
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A, 'To Ynovopyeio Yyelag npomdel to oxebtopd o govepyaola ue to LY.I1, 10 KEEATINO, ¢
Noonhevtixd I8poperte, tovg lerpucods ZoMbyous ko Tovg abAAéyovs aobeviav pe Indvia
Nootyeerer - MNabhoewg, oepd evrpspatixav ekbnidiocoy, oepvapiov, Hueplbay xAn. yw my
EMPOPPQOr] TV 1WTPOY Kat Tav enayyehpanov vyelag tov ELY kat tov 1biotikot topta yia my
xahbrepn afronolnon tob ORFHANET, oopfalhoviag oy tysapn Subyvaon kay Bepargorien
aviperdmon v Znaviev Neonpdtov -~ TTadhoeav oty EAMaba,

Me v euxapia tov eoptacpon g Evpenaixdg Huépag Znaviov Maljoswy ong 28
@eppovapion, kahobvral ou appobior gopels xat vrmpeoles va npofody otig anapatreg
evipyetes evnpipwons, npombbvag my napoboa eyxdxAio yia Tepaitipe EQApHoy TS,

Tovnjppévo: To tyypago too LY.IT, oehibes (5).

HYGYIIOYPTOL YI'EIAL

ZETTAM. MAKPH
EZQTEPIKH AIANOMH: "
I'p. Yroupyobd
Tp. Ygunoupyob kov Mutla
Tp. Yyonoopyod ko Maxpr
Tp. ey, Fpapparéa
I'p, Tev. l"pﬂppa'réa Anpootag eria
Tp. Tev. A/ vty -

;;l%s: FIA THY A%PIBEL
A Fwozmmmm

R

Tpdpata  tov  Ynovpyeloo  Yye k;ﬁ;,{ Ay i %
evipEpOn ooV DAaAAGY i

8. ZEYYTI
Mewpaudbs 205, ABfve 11853

8. LEXAY
A ANeavboag 196, ABva 11521

IIINAKAZ ATIOAEKTEN I'TA ENEPTEIEL KAl
ENHMEPRTH:
1. TIPOEAPIA THE EAAHNIKHE
AHMOKPATIAX
Tlpoedpixd Méyapo
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TOY NMAIAIQY
ABrva 14/01/14 o
Ap, l‘!pm“}m 3 o+ 200 B
EECTE ¥ NN
MPOZ YMOYPTEIO YIEIAE T N

ApigTotéhous 17
1. Tpagelo Yroupyed Yyelag kOptou Zm, AB. Mewpyiddn
2. Tpagtlo Youmoupyol Yyelac kipiou Avr, Mmélo
8. Fpagelo Yoputroupyou Yyelag kuplag Z, Makp
4. Tpagelo [evikot Mpopuaréa kuplou Ted. Kaihpn
5. Tpopelo ey, Fpapuaréa Anpodoiag Yyelag kuplac Xp, Manavikohdou
6. lA/Nan Anpdmag Yyelag ken Noidmrag Zwe
7. Avon Anpdotae Yyievie
8. I Avan Ymnpeoitv Yyelog

8. Adven NowtoBdBuias DpovriBac Yveia
16, Ao Avc&mu%ng hovﬁng Yyelac

Otpoi EXETIKG e Ty avayviplon e péong SeSopévwy Tou
Orphenet,thv emlonun Bdon Seboptviv yig ra Ewdvia Noodpars -
Nuéioag kA medle avapopds yia Ty moTomwolnon Kal keraypagy
QUTWY Kot rov péAo Tou Ivorirolrou Yyelag Tou MaiBiad

Acppdvovrag utr'oyn To vl 4213/2018 (GEK 281/, A/8.12.2013)
«Mpogapuoyr Tg eBvikig vouoBeaiag anig Biardteig Tne OBnylae 2011/24/EE
tou Eupwimaikold KovoRouhiou Kl ToU LulBoukioy e 8™ Mapriou 2011
mepl EQUpMoYNg  Twv  BikoiwulTwy Twv  aoBevdv ote mAclolo g
Siacuvoplakig uyelovopikis TepiBohyng kai dhheg Biardfeicr kal eiBikéTEPT
10 GpBPo 24, Tou agapd o1a Erdvia Noohuara - MaBotg, oro omolo yiveral
CUYKEKPIEVD avagpopd oty avayviipion tou Orphanet we pdong Bebouévwy
kai medlou avagopds yie TV moTomoinon Kot Ketoypaeh Twy Irrdviwy
Noonudrwy = MNadloswy. ‘ -

210 TAGleo g ev Adyw Beouikilg puButong, To Ivatimolte Yyelae Tou
Naidio evnpeptdver T appodles uTnpesies Tou Ymoupyslou Yyeloe via o
akéAou@a:

AIRYOYNIH: NOLOKOMEIO MAIALIN «b AFIA ZODIAY 118 27 ABHNA - THA. 213 20 37 306 FAX: 210 77 00 111
E-MAL! Inchlith@otenst.gr



2014-02-27 15:13 m.1.2. 2107268663 »= 2103841234 P 8/11

A} To Orphanet elvar n ik avapopds via Thnpogoples oxenkd e 1o
Imdvia Nogfhpare-Ma@icers  kai o Oppavd ddppaka-mpoidvia  Kal
arreuBUveTal e Aoug Toug evBIapEpOHEVOUS (ETaYYEALTTIES UyElag, popelg
aoBevidy, utnpeoleg uyelag kAT, Zréxog Tou Orphanet eivel va GUBGAS) om
Bertlwan The Didyvwang, g TEPBaAEnG ko Bepamelac Twy aoBeviv e
Zrdvia Noojpara-MNadrdozic,
Or umnpeales mou mpoogépet o ORFHANET pe eAelBepn Trpoopaon
QpopPoLY:
* Tnv amoypag Kol my tagivéunen omaviwy aoleveliy, or oToleg Exouv
exmovn@el pe fdan Tig UMGpXOUCES, BnHosIsuMEvES Yafivouphosic ammd
EUTTEIPOYVIULIOVES,
o Mia eyKUKAoTTeIBEIn Ttoy omaviwy aoBeveithv oTa dyyAIKE Ko ord YOAAIKE, ol
omoleg urabiokd peTappdiovial Kar oTig UTSAOITTES YAWOTES TNE I0TooEAIBac,
* ThY amoypaes Twy OPEOvUV GUppEKwy-Trpotviuy, o8 dha Ta oT8BI The
avaTTUgng, amé v emovopasia «opeavén  (EMA, Europsan Madicines
Agency) Ewg Kai Thv eupraikr dBeia kukhopoplag,
© Bva kardhoyo Twv efeiBikeupévuv  uTmpecidv, © omolog Tapéxel
TANPOgOplEs via eGEIBIKEUPEVES KAIVIKES, I0TPIRG EpyaaTipid, EpELVNTIKG £pva
ev eGeAldel, kKAVIKES Boxipég, KAIKA pnTpdia, BikTug, TEXVOAOYIKES TTAQTOOPLES
kan opyavioeig aoBevidy, ooy Tapéa Twy oTdviwy véowy, ce K&ds pla and
Tig XOPES Tou Biktlou Orphanat,
* 'Eva epyahelo Siayvwarikdg Bofileiag, To omolo Etrrpémel oToug XpRoTES ™mv
avadrTnan pe fdon 1o onpela f oupTipara e aﬁdwag vboou.
« Mia eykukhoiraifieic Twy ouoTdoEwyV Kat TWY KOTEUBUVTNPIY YPOIMMGY
(eBnyibv) yia thy emelyouod iarpikd @poviiBa kai v avaiotnola,
« Eva Siunviclo evnuepwiikG Sehrle, 1o OrphaNews, 1o omolo Bivel Mgt
EMOKOTIAON TG ETIETAHOVIKAG Kl TTOMTIKAG EMKAIPSTATAS OTOV TOMES Twy
OTAVIWY AOBEVEIDY KXl OPPOVIV GUPHAKLIV, TTE aYYAIKE KAt YEAAKE,
* Mio guMoyr) oo Beparikés ekBEdeig, To Orphanet Feport Serles, Me éupaon
oe BepeAiddn Bépara, 1 otola pmopel va katéBel dUEca amé TV IoTeoEAB,
To Orphanst oBnyelrar amé pia eupuaTaiks Koivorrpatia mephTou 40
Xwplv, n omola guvroviderat atrd T yaAKA oldsa,
Or eBvikég ouvroviomikés ouddeg elval UTEUBUVES Yid T OuADYH
TANPOPOPIY OXETIKG LE TIS EEEIBIKEUEVES KAIVIKES, TO IOTRIKG EPYCETADIE, Ta
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EpEUVNTIKY Epva ev ebehifel ka TI§ opycﬁvu’.;c:em aoBeviv ot xuipa Toue, Oheg
o1 opddes Orphanat akoAouBody 1ov [Bio xdpm ToISITAC,
B) To Iveritolro Yyelag tou Naidiod elve, 0 £76ipog Tou Orphanst o
EBviké emfmedo (RARE DISEASE FORTAL2 Contract No.20091218 ket
ORPHANET EUROPE Contract No.20102208) Zréxos g eEAANVIKIG opdBac
efval n akpIBric QVTITIROTWTIEUDN SAy Twy EAMVIKLYY Spacrhpiotirwy orov
TOMED MWV ZTravity Noatudrwy-Nadhoswy, AUTH n oupLETOXH ExEl we aréye
™ PeMlwon g Bidyvwenc, Mg Siaxelpions kot e SlaBeaipdmrae
TANPOGOPILV Yitr Tic oTravies aoBéveiee otov eAaikd Xpo KaBuig ke T
BeAtiwan ¢ mpooBaciuémrag aviioTolwy  TANEOGORIDY  amd  Tov
EUPWTIETKS XtDpo, MPog SPeAos dAwy Twy EMIvwy 0oBeviy kaBweg K Tou
kdBe emayyeAlaria uyelac Trou Spacmnplomoieirar oe autdy Tov TOMER Zro
TAGIGIO TWY UTOXPEWOELY ToU Kat Tou POAOU TOU w¢ EBVIKOY Eralpou, 1o
LY.M. akohouBuvrag v Sadikaola  Trou TROPAETET amd 1o
ORPHANET (standard operating procedurs) : .
«  ZUMEYEr oToela ou Qeopodv ta Emdvia Nocﬂ’}uma ~ MNaddoeic om
XWpa pag Kar evnueptive cuamTHaTKG 1o Orphanst,
¢ Exer Snuioupyiioes Ty EMnvikh TMoAn zio6B0u amy 1oTooeAiBa tou
Orphanet, TPROOQEPOVTYS diEon TAnpogdpnen yia Toug BAAnvES
XPHoTES,
loTdromoc ( hitp: 0 at/natl
° Exel apylosr mv HETdgpacn mepAfwewy ME TAnpogoples vio 1o
Imdvie Noofuare - MaBhoeis ora EMnvikd of otroles  elfval
NAEKTPOVIKG TTRoURo e,
¢ Bplokeral oe Siapkr) emikovwyvia pe ZUMOYoUS aoBeviv e Tirdvig
Nooiuarg MNa@hoeic ka oULETEXEt amy  EBvikY ZUVTOVICTIKA
Emrport yia mic Zmdvies MadAoec,
[} Ev dwei e oUvTaENG axeTiktg KOG Utroupyikhe aTOPACNG TOU Agopd
ang Sibikaoleg Karaypaghe ko maromelnone Twy Itaviwy Noonudrwy -
Nadhoeic ka ExBoong oxerikic EVNUEPWTIKAG EYKUKAIOU atrd To Ymoupyelo
Yyelag, ro LY.N. oo mAglm TWY - avwrepwy  Bpacrnpiotitwy Tou,
TPOKENEVOU va BIEUKOAUVE] mv Siabikaola auty, bore va avaypdoeovia g
Imévig Nochuarg - Nadroeic we OV avrigrolxo kwdikd Tou Orphamet
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(ORPHACODE-QRPHANUMBER) o1ig 1arpikés yvwiareloec, motomoinikd
Ko PEBIWGOEIC  TTOU  XOPNYOUVTGl  OTOUS  TIOAITES, TIROKEIMEVOU  va
marorroingolv avrigroixa amo ta KE.MLA, Tou IKA ~ ETAM, 00g eviEpUIvE!
VIO Td TTapKaTW,

1. To LY., oxelidle o ouvepyacia pe 1o Ymoupyelo Yyelag, 1a
voonAeuTka  (Bplpare, Toug latpikodg OUAMOGyous Kkat  Toug
oUAGYoUs aoBevayv pe Zmdvia Neoruara - TMobhoelg, osipd
NMEPISWY yia THY EMUOPOLITN TWY IXTRWV KX TWY ETTRYYEALIQTIWOVY
uyeiag Tou EZY kel rou 1IBiwTikoy Topéa,

2 H mpdoBaon amv NUAn evnpépweong Tou Omphanst yivera péow

™G nAeKkTpoviKi¢ Bieuduvong: www.orpha.net  kar atrv EAAnvik

MoAn eioBou: hitny//www.orpha hey/natlonal/GR-EL .
3. Ma ng perappdosg ora EMnvIKE Twy TEpIARWEWY HE TANpOpople

yie Zmavio Noorjuara = Noedeceig 8a avamuxBel cuvepyaoia pe
ZUMGYOUG toBeviby Kal dAhous gopels, érar wote va BoBel
TpoTEPaIOTNTY oTIg MeBiTEs TTou £xouv BloyvwaBel oty XWwpa pag,
Me tov tpomo curd ag' evdg Ba SieukoAuveel n eviuépwan Twy
TOUXOVIWY KO Ty EToyyeEAamuv wyelas kol ap' erépou Ba
Karaypagel aueoa kai Ba elvanl SinBéaiuog o kwdikd¢ kard Orphanat
(Orpha number),

4. EvBarikég tpdrrog ovalitnong:  Armd v kevrpikli oeAfbo
rou Orphanet (www.erphanet ), yiverat avalfitnon o
aoBéveiag pe To Svopd e f§ pa pie ALén xAudi (Accsss our
services ! eiodyeral ro Svopa e aclévaiag), Itnv ouvéxea
avolyel pia vée oeAiBa otny otrolo Oa emriAeyel amd plo midaviy
Mota aoBeveiwy (TTou €xel Stom n avelfnan), n acdévead
Trou evBiopépel
Ity emwopevny ceAlba trou oavolyst Bpioxkovrar 6Aec ol
rAnpogopisg yiat ™MV - CUYKEKPIHEVD doBéveia
guumeplAapfovopévou kai Tov Orpha humber,

Karémy rwv avwtépw 1o LY. elonyelar one apuddiee
urrnpecleg Tou Ymoupyelou Yyelag, evawel tng Eupwrraikiis Hpépac
Eopragpol Twy Imdviwv Nodioewv orig 28 ®efpovaplou, va
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EVHHERIICOUY  OYETIKG ﬂ»\oég TOUG  ETTOMTEUQLEVOUS  (QOPElg
MpwroBaBiiag ko AsutepoRdBiiac ﬁjaplea)\tpng kal gpovridac uyelag,
TPOKEIMEVOU ol atpof kot o emayyeAdaries  uyelae  va
guaigBnTomoInBoly OXETIKG WE TIC TPOCPEPOMEVES amd To LY.M.
uTTnpedleg ken v a§lomoinon Tou Omphanst oo BERATE Tou apopolv
ora Zmavia Nootuara-Naéhoei.

Eviduohoylag xar Kuttapixic
rToupylag LY.,
AEBVIKA ZuvToviorpi
Orphangt



