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@EMA: <Evrlpepcoorl oXenxo pe Xnavtcr Nooqpcro - fla0rloetg.>

To Ynoupyeio Yyeiog q luwovtorrr4 Enrrponrl Xnavfc,lv llo0rloerrrv, Fe r1S ouvoppoSr.eg

A/voerg Aqpoorog Yyrewqg llpcotopcOprog Opowi.6og Yyeiog xqt AvimrDfrlg Movo6o:v Yyeiog,

oro n\qioro tov appo6rorrlr(Dv roDg evrlpepcbvouv on oro N. 42rc/2}13 (OEK 261 r. A'

/9.12.2013) <flpoonppoyq rqS a0vrxrlE vopo0eoi.oE o-nE 6rmofel5 rrl5 O6qyicg 201L/24/EE ro't

Eupr'luotrou Korvopouliou rcor tou Xoppool,iou 'rr1s 9'ts Mopriou 20LL nepi egapproyqg rolv

6ucouoparc'.:v rcDV ao0evcbv crrc nl,cri.atc rqs 6roouvoptoxqg uyerovopu<qg neptOol,pqg

(L88i45i4.4.2AiD ror oi,heg 6rrrto{erg", to opOpo 24 ovogeperor trrcr Xncvrq Noorlpmo -

lIo0rloerg.

f,to ev ).oyco ap0po npoBl.enerot o oplopos rcDV lrrqviov Nooqpcrrov - lla0qoecov, 11

avoyvcbprorl rou ORPHANET cig 11 enioqprl P""rl 6e6opdvrov \no rtg noOrloerg qures, rl

6ropopgr,;or1 E0vrxou lp6iou Apqorlg, rl oDyKporqorl Fovtpqs "E0vrr<qg Enrrponrlg ylcr rcl Inqvr<r

Nooqporo - lloOrloerg> oro KE.X.Y., xoOdg ror 11 e{oooto6orrlorl yto exSoorl Korvrbv Ynoupyucrirv

lATPiInfii I}',qAOfSt

p.pt$. nFnl ""
I'i3,f Ir ..1; iuii:::,!]*
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Ano<paoeov nou 0q puOpi(ouv enrpepoDs etSrr6repo 0eporo, peto(u crutrbv Kcrt rrlv rmayporpq

rov Xncrviov Nooqpcrrrrrv - lla0rloer,:v.

Ka-r6nw rcov crvc,:rdpc'r, or ono6eKras TrlS eyxux.l,iou n\pocpopouwql yrcr ro arotrouOcr:

A. To Ynoupyei.o Yyeiog os oDvepyooio pe ng cppo6ug A/voeig rou Ynoupyetou Epyooi.og

Korvcovxqg Aorpol,roqg xar llpovorcrs Kcrr rou IKA- ETAM, nporoOoov evepyeres ouwc{r1g XXebiou

KYA nou 0o puOpri(er Oepora ror 6rq6Kooi.eg y.ro rrlv o{ronoitlorl -.lS P"".tS 5e6opivr,:v

ORPF{ANET ror rrl9 Kcnoyporprlg trov XnsvicDv Noorlporcov- llcrOqoecov oq Xcbpo pag prioo rot

tr,rv Kdwpov lltoronoirloq g Avonrl ptog (KE. lI.A.).

B. To ORPHANET ei.vor q nDlrl ovorpopog yro n\porpopi.eg oletxo Fe rcr Inqvrq

Nooqpoto-llo0rioerg Kclr rct Oprpovo <Doppcn<o - llpotowo xcrt oneuOuverql oe ol,oug toug

ev6rogepopevoDs.

Xro un' op. rpor. 143/1-4.01,.2014 syypqgo rou Ivortrouroo Yyeiag rou flqr6rou (I.Y.n.)

(ouvqppdvo 1), neprypagercn o oKonos rrls poorls 6e6opevcov ORPHANET, or unrlpeoieg nou

npoogeper, q ovorm;(r1 qu-rou oe eupcxotro enine6o, o potrog KcIl ro 6pyo too I.Y.[ a4 etaipou

rou ORPHANET oe e0vNo enine6o rcat q 6rodrxaoic oftonoulorls qorod ono roDS enoyyel,pmi.eg

uyeicg r<qr onorov6rlnote qltrov ev6rorpepopevo.

I. Or rmpoi nou umlprroDv oe otreg qg Movo6eg Yyeiog tou E0vxou Zucrqpmog YyeioE

Kqr orov I6rcomo Topeo, xq.l,ouwrqr vo a(ronoqooDv Tqv ev l,6yr,i nl,qpogopqoq noD ncrpdXetot

oro nl,qioro 'rrls 
P"oqS 6e6opeva:v ORPHANET, nporetpdvou vq avoypcgowctt rcr Xncrvrq

Nooqpmo - llcOqoerg pe rov crwiororXo rcc,r6xo roD ORPFIANET (ORPHACODE

ORPHANUMBER) crrlg rqrplKeg yvoporeDoerg rntrroroqmc rci peporrilosrs noD XoprlyoDwot

qroDs nol,treg yrq rqv moronoi4oq 'roog ono rcr KE.|I.A. rou IKA - ETAM Ksl Trlv neporrspo

o{ronoi4o4 ootrbv yro xcroypocprl r(ov ooOevdv Feor,l rqs Sroouv6eoq5 TrlS ev troyc^:

n\pogoprlols Fe oMo nl,qpogoptcxo oucrqpmo.

H npoopooq arqv flulq evqFept,roqs rou Orphanet yiveror peocl rqg r1.\exrpovxrlg

6reu0ovoqg: w"ww.orpha.net Kq1 firlv El'.l,qvuq nolq eroo6ou:

http //www.orpha.neVnationaVG R-EL.

Xro nlsioro rr^lv ovr,r-ripro or rmpoi eXoDV rr1 Suvotorrlro vo ovoftpqoouv n\pogoprloq

oXenxo Fe rq Inovtcr Noorlporo - llo0qoeig F8or,r roo evdexmou rponou ovo(qrqorlg nou

ovogiperot o-rrlv rvorqrcr L4 rou tnroDvonropevoD elrypogou tou LY.II.
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A. To Ynoopyeio Yyei.cg npoc.r0ei ro oXe6rcopo oe oDvepyooio pe to LY.|I., ro KE.EA.ILNO., ro

Nooq.treormo I6puFatct, roug Icrrprxoug IuiJ,oyoDS Kqr -roog ouMoyoug co0evcbv pe Inqvrq

Noorlpmo - llo04oet9 oerpc evrlpepr,:rxcbv er<6r1trcboeov, oeprvopi.c,tv, Hpepi6r';v r<.},.n. yro rrlv

entpopgr,>or1 rcov rorprbv Kctl rov enoyyelportrbv uyetog rou EIY Kol roD r6rr,rtKou roFecr Y1o Tqv

xoloteprl o{tono\oq too ORPHANET, o'uppcltrowog orrlv eyKqlpq Srcryvcoorl xor Oepcrrreutrrrl

owrpercbntoq rrov Xnsviov Nooqporr,:v - llc0rloecov oqv E),),q6o.

Me rqv eurorpia rou toprqoFoD 'rrls Eopr,xotrrlg Hpepag Xnavir,rv flo0rloearv artg 28

@eBpouapioo, xcl,odwclt or oppo6rot rpopeig Kol onqpeoi.eg vo upopoov sng onopcitrlreg

evepye€s evrlFepoorls, npor,>ocbwqs-rqv nopotoo eyr<uxtrro yro nepo[repro egoppoyq rqg.

Xuvrlirpivo: To eyyporpo rou I.Y.|I. oel,i.6eg (5).

H YOUIOYPTOE YTEIAE

ZETTA M. MAKPH
E:ATEPIKH AIANOMH:

1. fp. Ynoupyou
2. fp. YgunoupyoD KoD Mne(o

9. EIAY
A. A).e(crv6pac,196, A04vc 11521,

IIINAKAT AIIOAEKTAN TIA ENEPTEIE> KAI
ENHMEPOXH:

1. IIPOEAPIA THE EAAHNIKH>
AHMOKPATIA>
llpoeOpixo Meyopo

?
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Booiler,l5 ferrlpyi.ou B' 2
A0qvo 100 28

2. TENIKH TPAMMATEIA KYBEPNH:HX
(npoS evqpepooq)
Boo. Xorpicg 2, Krqpro Boutrqg rov Etr-Lrlvr,rv
1.0021A0qvo

3. BOYAH TON EAAHNAN
- Ip. x. flpoe6pou
- Ip. r. fev.Ipoppmto
- Ip. flo.f,rrtxdv Kopparr,lv
- 'Oleg or A/voerg Kcrr ro Tprlpota

4. OAA TA YIIOYPIEIA
- Ip. r.x. Ynoupycirv
- fp. r.x. Avcn\pc'xcbv Ynoupytirv
- fp. r.r. Y<ponoupyrbv
- Ip. r.x. fevtxcirv fpappcrrecov
(1,re rqv nopor\o"r1vo errrlpepcboouv opeoo
ol,eg ng fev. A/voerE, ttg A/voetg Kot ro
Tpqpma rc'rv Yn4peorrbv roug
Oopei.g, Opyavrogoug, I6pupoto xln.)

5. Ynoupyeio Eoro'reptxcbv

Nu oq Opycrvr,lorl g & Aetroupyiqs O.T.A.
ItoSi.ou 27, A9iya..

6. Ynoopyeio Arorxqrtrqg Mercrppu0pto4g
xor Htrerrpovurl g Araxupepvqoq g
Ievtxrl fpoppmeia A4p. Aroixqoqs Kql
Htrerrpowxrl g Atcrrupepvrl tr4 g
Boo.Iogiog 15, A0qvo

7. Oleg ng fleprgepetartg Autodtotx4oetg
rqg Xcbpug
- fp. f.f. fleprgtpeteg
- fev. A/voerg Aqpoorog Yyeiog &

Korvovtxrlg Meprpvcg
(e6peg touE)

8. 'Otreg ng fleptgepetaxeg Evoul'reg qg

Xcbpag
A/voetg Arlp6otog Yyeiog & Kowrovtxqg
Meptpvog (e6peg roug) (pe rrlv nopax\ory
vo evrlpepcbooDv KcIt ng r6romdg xl,wu<eg
Kql voooKopeio cppoOtoqrog toug.)

9. 'Oleg ug Anoxewpr,rpeveE Aroxrloerg
Ip. rr. IEvtxrbv lpapiimiov (pe rqv
nopox\o4 vo ev4pepcboouv ol,oog, -rouc

enorrreuopevoug O.T.A.)
(e6peg roug)

10. 'Otreg ng Y.[IE.
Ipogeio r.r. Atorrqrdrv
(p. t tr nopox\oq vo evrlpeprbooDv rls
Ynrlptoieg roug).

L1. 'Ol,q ta Noorlleorxa l6pupq-rq tou EEY
(Ma nopor<\oq vo evqpeproOouv ol,eg or
r\rvtreg ro Kewpo Yyeiog ror Lorndg
Ynrlpeoieg euOuvqq roug)

4
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1-2. 'Otrcr rcr flcrventorqptora Noooropetu
(Me napor\orlvq evqpepr,:0ouv ol,eg or

llovenrcrr4proreg K),wtreg)
13. 'Otrcr ra Etpcncottrq voooxopetu

(Me ncrpox\orlvq evqpepro0ouv oLeg or
r),rvuceg)

14. E.O.n.Y.Y.
Kq groiog 39, Mapouot 15123
(Mr qv ncporclqoq vo evqFepal0ouv ol,eg or
vopqpxlqKeg xar ronrxdg Movo6eg Yyei.og)

15. KE.EA.[I.NO.,
Aypogov 3-5, T.K. 15123 Mopouor".

16. OAA TA AOIRA NNAA KAI NIIIA
EIONTEYOMENA AIIO TO YY

17. IKA- ETAM
Ayi,ou Kcovorcrwivou 8
A0qvo 1024L
(pe nopox),r1oq vq ev4pepcoOoov o.l,o rs

xmo ronoog KE|IA)
L8. Iuv4yopog roD flo)\ir4
Jat(rlyrcrvvrl Meh 5, 11528 A0r1vo

y'O flmr tnilvrog IarP11.og EuMoYo g

/ " I-l,ouroplou 3,'J.0675 A0r'1va

\ (ut nopoxl'qoq vo evrlFepo0ouv ol'q rq
' pelrl rou qvq rqv enrxpcrrero)
20. Ellqvxrl Odowtcrrpxrl Opoonov6tq

@eprcnox.l,eoug 38, A0qvo 10678
(p. tq,, nopor\oq vo erqpeprboet olcr ro

FeIq rrls crva u1v enucporeto).
2L. flaveMrlvto @cppqreuttxo Xultroyo

lletporcbg 134 &. Aya0qpepou, 11854 A0r1vo
(F" rrlr napcr\or1 va evqpepcboet olcr"rcr
petrq rou avo rqv enrxpcnercr)

22. E0vrx4 Euvopoorrovdio Aroporv Fe
Avonr;pia (EEApeA)
(Fe rtlr nopcx\oq va evqpep6oet o.tro ro
pel,q roo ovo rqv euu<pcrrerc)
El,. Bevr(el,ot 236,16341, FlLtouno\, A0r1vo

23. fI aveMrlvro Evco oq Xncrvtr,rv fI c04 oer,rv
(pe rqv nopox\or1 va er.rlpeprboer otro rc
'getr4 rou ovo rrlv enucpcrraa)
Trpo0eou 99-1.0L A0qvo 1.6232

KOINOTIOIHIH:
Eu'rrovrmrrr; Enrtponr; yto ug Incrvteg fla0qoetg
(A/roq \poor.og Yyrervrlg rou Ynoupyeiou Yyei.og)
E0wr4 luvopoonovOia Aropalv pe Avcn4pia
(EEApeA)
El,. Bevr(e},oo 236, 1 6341 HLrourro\, A0r1vo
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Ap. t-tpor .!.:t3

NPOE YNOYPTEIO YrENE
AprororfAoug 17

1, l-pogefo Ynoupyo0 YyefoE r0prou In. Ad. l-eclpyrdDq
2. Fpogeio Ygunoupyori Yyeiog r0prou Avr. Mn6(o
3. l-pacpeio Yrpunoupyou Yyeiog rupiog Z. Morpq
4. l-pogalo l-evrro6 l-paplpordo rcrjprou fleA. KoMipq
5. I-potpefo l-ev. Fpopr;rordc AqpSoroE YyefoE rupfoE Xp. fronovrroAdou
6. l-,A/voq Aqtrr6oro6 YyeioE rar flor6rqrqg ZtltRq ^ | ;
7. Alvo'q Aqp6orog YyrervqE
8. l-. A/voq Ynqpecrrcirv YyaioE

Sfpa: Elenxd Fs rnv avcyvtitptoq rqg FdoqE 6e6op6vrov rou

orphanet,rnv errisqlrq $doq 6r6op€vuv vrd rq Errdvrq Noorlprora -

flaBrloetE xqr nedio avagopriE yrq rnv rnororrofnoq Ksr Ksrsyprr$rl
qurd;v Kc! rov p6Ao rou lvorrrofror.r yyefag rou flst6ro6

AoprBdvovrog ur'6qrq ro v6pro 4zftl2aig (oEK 261/r. A'lg.1z.za1g)

"Ipooqpuoyn Tns e0vrrqg vopro0eolog orrg drord(erg iqE o6r.1yioE 201 1l24lEE
rou Euptrlnulro0 KorvoBouA[ou xsr rou rupBouAlou TqE gng Mopriou 2011
napi egoppoyqq TuJV 6rrcorulpdrurv rt,iv qo0evc.i:v oro nAqfo'ro rqq
drao'uvoprorqg uyerovoprrqE nepi0oAqnq Kqt dAAeE drord(erg, ror ar6rrc6repa
ro dpOpo 24,nou ogopd ors Errdvro Nooqproro - flo0qoag, oTo oriolo yfveror

ouyKeKptpfvrl ovogopd orqv cvoyr/dlpssl Tou Orphanet 'ulg Bdoqg Oedoprrlvutv
-^x i^ ,Kql TTeoiou cvqQopcg Yici Tilv niororroiqoq Kqt Kqroypoqrl rcrlv Indvrcov

Nooq pdrcr-rv - l-lo0qoecuv.

rro nAsforo Tqg av A6yu.r 0eoprrrqg p60prroqg, ro rvorrrofro yyeiog rou
l-lsrdro0 evqpepci.rvgr ng optriodreg unqpeofeg rou yroupyeiou yyefog yrs ro
o16Aou8o:

AIEYO'YNIH: NOIOKOMEIO nAlAOhl r<H Al-lA. IOSIA> 115 27 ACIHNA - THA.: ?fi ZA g7 AtS FAX: 210 7T A0 fi1
E-MA|L: Inchildh@otenet.gr



A) To Orphanet efvar q n'uAq ovacpopoq yio nirlpocpopfeq oXelrc pE Tc

rnqvtq l{ooqpcrc-i1c0qo'erg Kqr rq cpgovo @cppcrca-npo'iovro Kcl

srreu0uvETcr or oAoug roug evdruggpopsvoug (enoyyeAprorfag uyelog, <popeiq

ooOsvc0v, unqpeofeg uyefoE rAn). IroXoq rou Orphanet efvqr vo oupBdA€t oTil

BeArfooq rqg drdyvoong, rqE nepi0qAwnq ror 0eponeiog rurv ooOevcilv pe

Enrivta Nooq pora-l-1 oOqoerE.

Or unqpeofe6 rrou npoog6per ro ORPHANET Ur eAe00epq np6oBoorl

ogopo0v:
. Tnv anoypogq Kot Trlv rc(rvoprqoq rcrlv orrsvf$v qq0avsrdJv, or onoleq dXouv

ernovqOei pe Fdsq TtE undpxouoeg, 6rlpooreupdveg ro(rvoplioerE un6

rpTTsrpoyvrirpoveg.
. Mtq eyrurAorroidero rtr.rv o'Trqvft'lrv so0ever[ilv oro oyyArrd rqr orq yoiArrd, or

onoleg oroDtqru peroqpd(ovTqr Kqr olE un6AorneE yArilo'oeE TqE torooaAidog,
. Tqv onoypogq rt,lv opgsvdrv goptrrdxu.rv'npoi'6vrr^lv, oe 6Aq ro orddro rqg

ovdnrufqE, on6 Trlv sTrovopaofo "opcpsv6" (EMA, European Medicines

Agency) 6c';E xar rrlv rupuJTToircq ddero rurAorpopioE,
. 'Evs rardAoyo rt.^lv e{erdrreupr6vov unqpeorei.rv, o onofoq rropfyer

nAqpogopfeg yro aferdrraupfveE rc.l,rurrfg, rarprrd epyoorqpro, rpEuvnrrrd dpyo

av a{er\,lfer, rArvrrfg dorrp6g, rArvrrcd prqrptrlo, dlrcruo, rexvoAoyr169 nAoi<p5ppeq

Ksl opYqvdoetE co0evdrv, orov ropeo rtr-tv orrdvrurv v6otrlv, oe rcd0e pfo on6

rrE XcilpeE rou drrcrriou Orphanet.
.'Evq epyoAelo droyvoorrrcqE Borl0erqE, To onofo errrrp6rrer oroug xpqoreg rr'1v

avo(qrqoq pe Bdoq ro oqprefo q o'upnrclpqrq rnS orrdvrag vdoou.
. Mrq eyxurAorroidarq rtr.tv ouorsoetrlv Kor rtrrv rsreuOuvrqprulv ypo;rpdlv

(odqyr6v) yrq Tqv enefyouoo rorprrq eppovrfdo Kcl rrlv ovoroOqofo.
. 'Evq drpqvrofo svqpEprr)Trr6 6EArfo, TO orphaNews, ro onofo 6fver prs

tTTtoKoTTrlsq TqE tTTlorqpovrrqg rar noArrrrqg enrrcrpSrqrog oTcv rcp€c rurv

crndvrrr.rv oo0svErci:v Kol opCIsvtbv gooudKtrrv, orq oyyArrcd ror yoAArrd.
. Mrs ouAAoyq on6 Oe;-rorrr€E erOfoerg, To orphanet Report series, pe fpgooq

oe 0epaAtdi6q 0fporo, q onolo pnopeivo rccrfBer dpaoo on6 rqv rorooeAido.

To Orphanet odqyeirqt qri6 pro EuprdrraTrq rorvonpo{fo nepfrrou 40

Xtr.rpc,rv, q onoio ouvrovi(erqr srr6 rq ycAtrrrrl opo6c.

or eOvrrfg ouvrovrorrrfg opddeg Eivqr uref0uvEg yro rrl o"uAAoyq

nAqpogoprti-rv oxarrxo trre rrg e(er6rrauprfveq rArvrrc6g, ro rorprxd epyoorqpro, Tq



EpruvqTrKc €pyc ev e{eAi{er Ksr rrE opyovr.boerg ao8evtiv oTq xarpa roug. o},eg
or opddeg Orphanet axoAou0ouv iov f6ro Xaprq nor6rrlraE.
B) To lvorrro.jro yyefaE rou r-rqrdroti efvor o erafpoE rou orphanet oe
E0vrx6 Enine.o (RARE DTSEASE poRTAL2 contract No.20091215 Kql
ORPHANET EURopE contracr No.20102206) ErdxoE rqg eAAqvrxqq opodoE
afvot q orprBrlE uvrtripootitTTtuorl 6Aov rulv aAAqvrrdlv dpoorqprorqru.rv orov
ropdo rcrlv rnqvitlv Nooqptir@v-fru0qoeov. Aurq q ouprperoxq rixer urE o.'oxo
Tq BeAiitrlo'q Tqs drdyvrooqE, TnE droxefpro4E Kor rqE 6ro0eortrr6Trrrqs
nAqpogopttilv yto rtE ontivteE ooo€vereE orov eAAq6rr6 xclpo roocirg Kqt Trl
BeAricrroq Tqs npooBoortrrorrlroE ovrfororxtrrv nAqpogopr6v ono Tov
eupcrlrroirco xcirpo, Trpog ogeAog 6Acrrv rov eAAqvalv qogevdlv rogciiE Kqr rou
rcd0s enoyyeAprorro uyeioE nou dpoorqproirorelTor o.e qurov rov roprio rro
nAqioro T'JV uTroxpeciro'etrv rou Kqr rou p6Aou Tou uJE E0vrro0 Erofpou, ro
l.Y,n. aroAou0tilvroE Trrv 6rq6rrqofq Trou npoBA€neror qrro To
ORPHANET(standard operating procedure) :

rurAdyer oror;efc Trot, dgoporiv rq rnavro Nooqprora - flo0qoerE oln
X6pq pog Kot evqpapcirvet o.uorqparrrci ro Orphanet.
Eyer dqproupyrloer rqv EAArlvrrcrl FI0Ar1 ero66ou oTqv rorooEAi6q rou
Orphanet, npoogdpovroE dpraoq nArlpogopqoq yto TouE EAAilveE
xpqoreE.
lor6rorroE (

. EXer apXfo'er rqv trreragpoo,q neprAriq;eurv ps nAqpogopfeE ytq To
rndvrq Nooqprora fro0qo'erE oTs EAAqvrrd or onoisg efvqr
qAercrpovrxo npooBdo.t prg.

' Bplorerqr or draprrl rTnKorv'Jvfo ;re EuAAoyouE ooOevdrv pre rndvro
Nooqporo fro0qo'erE Kqr ou;r;.rerdxer orrrv E0vrrcri ruvrovrorrrq
Enrrporrq yts lE EndvlaE [-lo0qoarE.

I-) Ev 6q'rer rrig o0vrolr1E oyerrrcrlE rcoru4g LrTroupyrKnq crr6gao.rrs TTou ogcpo
oflE drodrrcaoieE K'rqypqgqE r<ar nro'rorrofqsrlg T'v rnavitrlv Nooqprartr.rv
flo0qo'erE ror Er6ooqE oxeTrKr;g evqpepulrrcqg eyrurAfou qn6 ro ynoupyeio
YyeiuE, To l.Y.n. oro rrAoloro T.uv ovtrlrfpulv dpoo.rqprorqrcrlv Tou,
nporerpfvou vq oreuroAuva rqv 6rq6rrcoois curq, cbore vo ovoypogovror Tq
rndvts Nooqpora l-lo0qo'erE pr Tov ovrfororyo rc,rdrrc6 Tou Orphanet



(ORPHACODE-ORPHANUMBER) orrg rorprr<69 yvt-,-rpareuo'aq, TnoTori"otqrrna

Kql BeBord;oetE nou Xopqyouvror oroug noAireg, nporetpevou vo

Tnoro'irorq0o0v svrfororxs qlr6 rq KE.il.A, rou IKA - ETAM, oqg Evnptptirvet

yrq rq nopcrdrcu:

t . To l.Y.n. oXedrd(er os ouvrpyoola pt ro Ynoupyalo YyefoE, Tq

vooqAeurrrd r6priporo, Toug torptro0g ouAA6youg Kqt TouS

ouM6youq ooOevcirv ps Indvto Nooqpoio [1o0qoatE, oetpd

qpepf6trrv yrq rnv enrp6prpurorl TUJV rorpcilv Kqr Ttlrv enoyyaApqrtdv

uyefag rou EIY Kqr rou tdrorrrro0 ropdo.

H np6oBooq o'Trlv nfln evqpdptrtoqq rou Orphanet yfverol p€oo

rqg qAerrpovrrqE 6re00uvoqg: wrnrw.orpha.net Kql o'Tnv EAAqvtrq

fl 6Aq ero66ou: http://www.orpha.neUnational/GR-EL .

[-ro rrg prerugpdosrE oTu EAAqvrrcd rtuv nepfiqqreov ps nAnpogopfeq

yra Endvro Nooqprsrq - l-logrloetg 0q qvufiruX0ai ouvspysofo pe

IuAi6youg ooOavdlv Kqr ditrouq gopefg, frot dlore vo 6o0Ei

nporapor6TnTo onq noOqoetq nou 6xouv 6rayvulo0elorq Xcirpo 1.tcE,

Me rov rp5no our6 og' ev6q 0o dteurotruvOef 4 evqpfptlori rLdv

nooX6vrcrrv Kor rcrlv enoyyeAporttilv uyefcg Kor sq' ar6pou 0o

KqTsypoeef dpreoa rcsr 0q elvsr 6rq06orpog o rur6tr6q rard Orphanet

(Orpha number).

Evderrrrx6g rp6rrog ava(qrnong: 4116 rqv ravrplrq craAidq

rou Orphanet (w${.olgh4ne! }, yiverur uvc(qrqoq HtqS
co06verug ps ro 6vopd rrlE rl pe gia A6fq xAatdf (Access our

services : erodyerqr ro 6vopra rqg ao0fveraE). Erqv ouvE;qetu

avoiyer prru vfa oelf6tl srrlv orroiq 0a enrhaysi qn6 piu rrl0avq

Aiorq qo0avar6v (rrou fler ddroer q uvc(qrqoq), q ao8€velu

rrou cv6rqg€par=

Erqv err6prevq oeAidq rrou

n}4pocgopiaE ytq rrlv

ou;rrreprAupBavop€vou Kqr rou

ovofyer Bpforovrcn 6Aeg ol
, .ouyKsKprp€vq qo06vetq

Orpha number.

Kqr6nrv ruJV cvurrdpur To l.Y.i-i. eroqyeirat s'Trg app66teg

unqpeo'feq rou Ynoupyefou Yyefoq, ev6qrar rqE EupurnuTxqg Hptfpug

EopruoprorJ rurv Erdvr@v l-lcr0qaeurv orrs 28 tFeppoucpfou, vo

2,

3.

4.



rvrlprpuloouv oXETtKs oioug Touq eTro'irlEudptvouq qopefg

11pt,-rioBd0prog Kst Aeurepopd0irrog nepi0cAqqg Kol gpovriOag uyefog,

npoxetp€vou ot torpoi Kqt ol enoyyaAparfeg uyeioE vs

euoro0qronorq0o0v oXertxo tlt rtE npooqEpoLrevtg qn6 To 1.Y.il'

unqpeoieg Kql rnv o[ronoiqorl rou Orphanet oro 06poro TTou otpopo0v

orq Erdvto Nooqparo-f1oOqoelg.

.* ..Flp6edpoE l.Y.
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