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A&otiun kupla/Aéiotiue kUpLe Mpoebpe,

Zog SaPiBalovpe to pe ap. mpwt. Y1/T.M. owk15906/17.2.2014 (Ap. Mpwt. MIZ
526/27.2.2014) éyypado tou Yroupyeiou Yyeiag, pe Bépa : «Evnuépwon OXETIKA pE
Znavia Noorpata — Mabnoegigy, mPoKELUEVOU VA EVNLEPWOETE Ta PEAN suBUVNG Tou
ZuAAdyou oag.

N tovll2.

é’r}POEA‘PQZ

ITANEAAHNIOXZ IATPIKOXZ ZYAAOT OX (II.1.E.)

ITAOYTAPXOY 3 & YPHAANTOY e 106 75 AOHNA @ THA.: 210 7258660, 210 7258661, 210 7258662, FAX: 210 7258663
PANHELLENIC MEDICAL ASSOCIATION e 3, PLOUT ARCHOU & IPSILANDOU Str., 106 75 ATHENS e HELLAS
www.pis.gr e e-mails: KENTPIKO: pisinfo@pis.gr ¢ TPAMMATEIA: pis@pis.gr ® [TPQT OKOAAO: pisref@pis.gr

AOT'IZTHPIO: pislog@pis.gr e AIEONEZ: pisinter@pis.gr, pisinterl@pis.gr
MHXANOI'PA®HZH: pismember@pis.gr
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ANAPTHTEO XTO AIAAIKTYO
E=. EITEITON

EAAHNIKH AHMOKPATIA

YIIOYPTEIO YT'ETAX Abnva 17/2 /2014
T'ENIKH A/NXH AHMOZXIAX YTEIAY & ~ap. npet.: Y1/T.I1. owk.15906
IIOIOTHTAX ZQHX

A/NXH AHMOZIAX YTTEINHZ oo B e S e X u
TMHMA B'- IIPOXTAXIAX KAI MANEAAI > [ATH
NNPOATQI'HE THX AHMOZIAZX YTEIAX
TENIKH A/NZH YITHPEZIOQN YI'EIAX

A/NZH ANAIITYEHX MONAAQN YTEIAZ
TMHMA A'- OPTANQXHXZ NOZOKOMEIQN
A/NZH ITIPQTOBAGMIAYL ®PONTIAAZX YITEIAX
TMHMA I''- KATAPTIZHZ ITPOTPAMMATON

Tay. A/von Aptiototédong 17- 19 IMPOX :
Tay. Kodwag  ABrjva TK10187 OIIQX ITINAKAX ATTOAEKTQN I'TA
IT\npogopieg ®. KahoPa ENEPTEIA

Ztp. XatdnyapaAapmong
TnAépavo 2132161326

2132161623

(210)5235908
Fax (210) 5237384
email ddy@yyka.gov.gr

pfy@yyka.gov.gr

ETKYKAIOXZ

OEMA: «Evnpépwon oxetika pe Xnavia Noonjpata - Iabnjoeig.»

To Ynovpyeio Yyeiag, n Zovtoviotikr) Emtporn) Znaviev Iabnoeov, pe tig covappodieg
A/voeig Anpootag Yytewr|g, ITpotopadpiag ®povtidag Yyeiag xat Avdrrodng Movadwv Yyeiag,
oto IAQio0 T@V appodlomjt@v Tovg, evijpep@vovv ott oto N. 4213/2013 (PEK 261 t. A’
/9.12.2013) «IIpooappoyr] tng ebvikrg vopobeoiag otig draradetg g Odnyiag 2011/24/EE tov
Evponaikod Kowvofovhiov kat tov ZopPoviiov g 915 Maptiov 2011 mept epappoyrg tev
Sikawwpdtov Tev aobevov oto mhaiclo g Swaovvoprakr)g vyelovopikng mepibaiyng
(L88/45/4.4.2011) xatr aileg Swatdaleig», 1o apbpo 24 avagéperar ota Znavia Noonpata -
IMabrjoets.

210 &v Aoyw apbpo mpoPAénetatr o opiopog v Znaviev Noonudteov - IMabrjoeov,
avayvoplor; too ORPHANET g 1 emionun Paon Oedopévev ywa tig mabnoelg avtég, 1
Srapopgaorn EBvikod Zyediov Apdaorg, 1 ovykpotnorn poviung «Efvikng Emtponng yia ta Znavia
Noorpata - Iabrjoeig» oto KEX.Y., kabog xat 1) e€ovorodotnon yia éxdoon Kowav Yrnovpyikov
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Anogaoceov mov 6a pudpifovv empépoug edikdtepa Bépara, petadd avtodv Katl TV Kataypagr

tov Znaviev Noonpdatov - ITabroewov.

Katomy 1oV avetépe, ot arodekTeg trg eyKLUKALOL IAnpogopobdvTal yia Ta akoAovda:

A. To Ynovpyeio Yyeiag, oe ovovepyaotia pe Tig appodieg A/ voeig Tov Ynovpyeioo Epyaoiag,
Kowovikrg Aopdahong xat ITpovoiag xat tov IKA- ETAM, npowboovv evépyeteg ovvtadng Zxediov
KYA mov Ba pobpiler Bepata xar Swadwkaoteg yia v aonoinon g Pdaong Oedopévav
ORPHANET kat tng xataypaerg tov Zuaviev Noonpdtov- Iabroeov ot xopa pag peoo xat
tov Kevrpov ITotonoinong Avannpiag (KEITA.).

B. To ORPHANET eivat 1 moAn avagopdg yia mAnpogopleg oxetika pe ta Zndavid
Noonpata-Tlabroelg xat ta Opgava ®dppaxa - Ilpoiovra xar amevBdverat oe 0Aovg ToLG
evolapepOpEVODS.

Zto vy’ ap. npet. 143/14.01.2014 éyypago tov Ivotitovtov Yyeiag too ITawdiov (LY.IT)
(oovnupévo 1), meprypdgetar o oxomnog g Pdong dedopévov ORPHANET, ot vinpeoieg moo
[IPOOPEPEL, 1) AVAITTLEL AVTOL OF EVPGIATKO eminedo, o polog xat to épyo tov LY.IL wg eraipov
tov ORPHANET oe e6vixo eminedo kat nj Stadwaoia adtonoinong avtod amod tovg enayyeAparieg

vyeiag kat orrotovonmote GAov evdiagpepopevo.

T. Ot watpot mov vrmpetody oe 0Aeg g Movadeg Yyeiag tov EBvikod Zvomparog Yyeiag
kat otov [Swwtiko Topéa, xkalovvrat va adlonoujoovv Vv ev Ady® TANPOQOPNOoT IMOL IMAPEXETAL
oto mhaiowo g Paong dedopévov ORPHANET, mpokeypévov va avaypd@ovial ta Zodvia
Noonpata - Ilafroeig pe tov avriotoiyo kx@dikdo too ORPHANET (ORPHACODE -
ORPHANUMBER) oT1g 1atpikeg yVOUATEDOELS, IMLOTOIMOUTIKA KAl Pefaimoelg mov xopnyovviat
otovg moAiteg yia v motonoinorn tovg and ta KEILA. tov IKA - ETAM xat my nepaitépo

aflonoinon autov ywa xaraypa@rn TV aofevev, Héowm g diacvvdeong G &v Aoy

ANPOPOPNONG P GANA IIAPOPOPLAKA CLOTPIATA.

H npocPaon otyv IToAn evipépworng tov Orphanet yiveral péow tng nAeKTpoOVIKig

oevbovong: www.orpha.net Kat otnv ENnvikn IToAn ewo6d00:

http://www.orpha.net/national/GR-EL.

Z1o mh\aioo TV aveTépe ot tatpot éxovv T dvvatdtmra va avalntmjoovy mAnpo@opnorn
oyetikd pe ta Zoavia Noonpata - Ilabroeig, péom Tov evdelkTikod TPOmovL avadlrtnong mov

ava@épetai oty evotnta I'.4 Tov emovvantopevoo eyypagow too LY I1.

2
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A. To Ynovpyeio Yyeiag, npowbet 1o oxediaopod oe ovvepyaoia pe 1o LY.L, to KE.EAILNO,, ta
NoonAevtika I6pdpata, tovg larpikovg ZvAAoyovg xat tovg cvAOyovg acbevav pe Zndvia
Noorjpata - Iabriceis, cepa evnpepatikav exbnlwoceayv, oepvapiov, Huepidov kA yia my
EMPIOPPOOT] TOV 1aTPOV KAl TOV enayyeApanev vyesiag oo EXY kat tov ietikod topéa yia my
xahotepr) adonoinor Tov ORPHANET, oopBalovrag oty éykaiprn Siayveor Kat Beparievtin)

avtipetenon tev Znaviev Noonpdatev - Iabrjoeov oty ENada.

Me mv evkaipia tov eoptaopod mg Evpenaikng Hpépag Znaviev IMabfoewv otig 28
PePpovapion, xalovvral ot apuodlol @opeig kal vmnpeoieg va Ipofodv OTg AmApaitnTeg

EVEPYELEG EVITHEP®DOT)G, TTPOMOMVTAG TV MAPOLOA EYKLKALO yid IEPALTEP® EYAPHOYT] TS

Zovnupévo: To éyypago too LY II. oeAideg (5).

H Y®YIIOYPIOX YTEIAX

ZETTA M. MAKPH

EXQTEPIKH ATANOMH:

1. Tp. Ymovpyoo
I'p. Ypumovpyod koo Mnela
I'p. Ypomovpyoov xag Maxpr
I'p.Tev. I'pappatea
['p.T'ev. 'pappatéa Anpooiag YYSIC(Sg
I'p.Tev. A/viov
OAeg tig A/voeig, Tprjpata kat ta A
Tpnpara tov  Ymovpyeioo sz{’ ‘
EVIIEP®OT] TRV DIIAMNAADV by
& ZEy xli

ITetpaimg 205, ABriva 11853
9. EXAY

A. ANeSavdpag 196, Abrva 11521

LG UL R o0 T

&

ITINAKAZ ATIOAEKTQN I'TA ENEPTEIEZ KAI
ENHMEPQXH:
1. TTPOEAPIA THX EAAHNIKHZ
AHMOKPATIAZ
Ipoedpkd Méyapo



10.

11,

Bao\ewg 'ewpyiov B2

Abrva 100 28

TENIKH TPAMMATEIA KYBEPNHXHZ

(mpog eviipépoon)

Bao. Zogiag 2, Ktrjpro Bovkrg tov ENjvaey,

10021 Abrva

BOYAH TQN EAAHNQN

- TIp.x. IIpoedpov

- TIp.x. Tev. I'papparea

- Ip. IoMtikev Koppatwv

- 'OAgg o1 Afvoerg xat ta Tpnpata

OAA TA YIIOYPIEIA

- TIp. x.x. Ynovpyeov

- TIp. x.K. Avanm\npowiov YHovpyev

- Ip.x.k. Yponovpyov

- TIp. x.k. levikov Ipapparéov

(pe TV DapdxAnon va eVpeP®OOLY Apeca

oheg tigI'ev. A/voerg, Tig A/ voeig kat ta

Tpnpata tev YInpeoiov Tovg,

®opeig, Opyaviopovg, Idpvpata kAm.)

Ynovpyeio Eowtepikov

A/von Opydvwong & Aettovpyiag O.T.A.

Ztadiov 27, Abnva.

Ymovopyeio Arowkytikng Metappobpiong

xat H\extpovikig Araxofepvnong

T'evikn Ipappateia Anp. Aoiknorng xat

HAextpovikrg Artaxvfépvrong

Bao. Zogiag 15, Abrjva

'O\eg Tig Ieprpeperaxig Avtod101KnOeLg

g Xwpag

- Ip.I.I. Ilepupépeieg

- Tev. Ajvoeig Anpoorag Yyeiag &
Kowwvikng Mepipvag

(£dpeg TOVC)

'O\eg T1g ITeprpeperaxég Evotnreg tng

xopag

A/voerg Anpoorag Yyeiag & Kowavikg

Mépipvag (¢6peg Tovg) (je Vv napaxAnon

VA EVIHEPDOODY KAt TIG IOIWTIKEG KATVIKEG

KA1 VOOOKOHELD appodtoTnTtdg Tovg.)

'OAeg Tig AOKEVIp®HEVEG ALOIKIOELG

I'p. xx. Tevikov Tpappatéwv (pe v

MIAPAKAIOT] VA EVI)IEPDOODY OAODG TODG

ertorrtevopevovg O.T.A.)

(¢6peg ToDC)

'OAeg 11g Y.IIE.

IT'pa@eio x.K. AloOKnTOV

(pe ™V DapaxAnon va evjpep®oovV Tig

Yrmpeoieg tovg).

'OAa ta NoonAevtika Idpvpata too EXY

(Me napaxAnorn va evijpepobody OAeg ot

KAwvikeg, Ta Kévrpa Yyeiag xat Aoueg

Yrmpeoieg evbovrg Toug)

AAA: BIEBO-86A



12. OAa ta [avemotypuiaka Noookopeia
(Me mapdxAnon va evnpepobodv oAeg ot
IMavemompaxeg KAwvikeg)
13. OAa Ta ZTpati®@TIKd VOOOKOpELa
(Me napdaxAnon va evijpepoBodv 0Aeg ot
KALVIKEQ)
14. E.O.ILY.Y.
Kneiotag 39, Mapovot 15123
(Me v mapaxAnon va evrjpepmbodv oAeg ot
VOPapPXlaKeg Kat tomkég Movadeg Yyetag)
15. KE.EA.ILNO,,
Aypagaev 3-5, T.K. 15123 Mapovot.
16. OAA TA AOIIIA NIIAA KAI NITIA
EITOIITEYOMENA AIIO TO YY
17. IKA- ETAM
Aytov Kavoravtivoo 8
Abnva 10241
(pe mapaxAnorn va evnuep®Body OAa Ta
kata tornoog KEITA)
18. Zovryopog tov IToAity
Xat(nywavvn Méén 5, 11528 Abrjva
9. ATaveA\fjviog Iatpikog ZoANoyog
IMhovtapyov 3, 10675 Abrjva
(pe mapdaxAnon va evnuepa@bovy oAa ta
HPEAD TOL avd TV EMKPATELd)
20. ENAnvikn) Odovtiatpikr) Opoomovoia
Oepiotoxheong 38, Abrjva 10678
(pe mVy DapaxAnon va evnpep®oeL OAd Ta
[EAN TG avd TV EMKPATELQ).
21. ITaveAAnvio @appaxkeotiko ZoANoyo
[ewpaimg 134 & Ayabnuépov, 11854 Abrva
(pe TV IapaxAnon va evrjpepmoet OAa ta
PEAN TOL aVd TV EmKPATELd)
22. Ebvikn) Zovopoomovdia ATOp®V e
Avamnpia (EXApeA)
(pe ™MV mapaxAnon va evipep®oel OAd TA
AN TOL avda TV emKPATeLd)
EA. BeviCéhoo 236, 16341 HAwovmoAn, ABrjva
23. IlaveA\via Evworn Znaviev [abnosmv
(pe v napaxAnon) va evnpepmoet OAa ta
AN TOL aVa TV emKPATELd)
TipoBéov 99- 101 ABrjva 16232
KOINOIIOIHZH:
Zovroviotiki) Emtpomnn yia tig Znavieg Iabnoeig
(A/von Anpootag Yyietvrig Tov Yroopyeiov Yyeiag)
Ebvikny Zovopoomovdia Atopwv pe Avamnpia
(EZApcA)
EX. Beviledov 236, 16341 HAtovmoAr), Abryva

AAA: BIEBO-86A



INETITOYTO YTEIAL o
TOY BAIAIOY

ABAva 14/01/14
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o
MPOZX YIMOYPTEIO YTEIAZ Lisaden bt n cp \/

ApioTotédoug 17
1. Tpageio YoupyoU Yyeiag kUpiou . Ad. Mewpyiddn
2. T'pageio YputroupyoU Yyeiag kUpiou Avt. Méla
3. [pageio Youtroupyou Yyeiag kupiag Z. Makpr
4. T'pageio M'evikou Mpappatéa kUptou MeA. Kahipn
5. Ipageio lev. Mpapparéa Anpoéoiag Yyeiac kupiac Xp. MamavikoAdou
6. Alvon Anuéoiag Yyeiag kai Mot6Tntag Zwrg
7. A/Non Anuoéoiag Yyieviig f9g.
8. . Alvon Ymnpeoiwv Yyeiac
9._A/von MpwToBdbuiag Ppovridac Yyeiac CO é’
10.A/von Avdmrtugng Movadwy Yyeiag

Ofpa: IXETIKA We TNV avayvwpion The Baong dsdopévwy Tou
Orphanet,Tnv emionun Bdon dedopévwy yia ra Zravia NooRuara -
MoBrioelg Kai Tedio avagopdg yia TV MOTOTTOINCN KAl KATaypagn

auTwV Kal Tov pého Tou lvoTitolTtou Yysiac Tou Maidiol

Aauavovrag utr'oyn 1o vépo 4213/2013 (PEK 261/1. A/9.12.2013)
«[Tpooappoyn g eBviKrg vopobeaiag oTig diatdeic Tng Odnyiac 2011/24/EE
Tou Eupwrraikou KoivoBouhiou kai Tou ZupBouhiou tng 9" Maprtiou 2011
TEPI  EQAPHOYNG TwV BIKAIWUATWY Twv 0oBevidv oTo TAGioIo TG
OIaCUVOPIOKAG UYEIOVOUIKIG TrEpiBaAyng kal GAAeg BiatdEeic» Kal eI8IKOTEPA
T0 dpBpo 24, TTou agopd oTa Xmévia Noorjpara — MNadrcelg, oTo otroio yivera
OUYKEKPIUEVN avapopd aTnv avay\./o’an!c.rj Tou Orphanet w¢ Bdong dedouévwy
Kai Tediou avagopdg yia TV TTOTOTTOINON Kal KOTaypagn Twv ZTraviwy
Noonpdrtwv — Madnocwv.

210 TAGicIo TG ev Adyw Beopikig puBpiong, To IvaTitolTto Yyeiag Tou
Maidiol evnpepwver TiIg apuddieg utnpeoiec Tou YTroupyeiou Yyeiag yia Ta

akbéAouba:

AIEYOYNZH: NOZOKOMEIO MAIAON «H ATIA ZO®IA» 115 27 AOHNA - THA.: 213 20 37 305 FAX: 210

E-MAIL: inchildh@otenet. gr



A) To Orphanet eivar n wUAN avaeopds via TAnpo@opiec oXeTiKd e Ta
zmavia  Nootfjpara-MNaénoeic Kat 10 Op@avd PEppaka-mpoidvra  Kai
ameuBlvetai oe GAoug Toug evBIaPepOpEVOUC (ETTayYEAPaTiEC uyeiag, @opeic
acBevwv, UTTNpeaieg uyeiag KAT). Z1oxog Tou Orphanet gival va cupRdAer oth
BeAtiwon ¢ didyvwong, TG TepiBaAyng kai Beparmeiog Twv aoBeviv e
zmavia Noorjpara-labnoeig.
O1 umnpeoieg ou Tpoo@épel To ORPHANET pe eAelBepn TpoéoBaon
agpopouv:
¢ Tnv amoypar] Kai TV Tagivopnon Twv oTraviwy agBeveliv, o oTrofeg €xouv
gkrovnBel pe Bdon TG UTTGPXOUOEG, OnHOCIEUPEVES TOEIVOUIOEIC O
EUTTEIPOYVWHOVEC.
* Mia eykukhoTraideia 1wy otraviwv aoBevelwv ota ayyAikd Kai ata YaAAIKd, ol
oTroleg OTAdIaKA PETAPPALOVTal KAl OTIG UTTOAOITTEG YAWOOEG TRC IoTogeAIDAC.
e Tnv amoypaer| Twv opeavwv PapuaKwv-poidviwy, ot dAa 1a oT1ddia TG
avdamrugng, amd Tnv emovopacia «opeavoe» (EMA, European Medicines
Agency) £wg Kal TNV eupwTraikn Gdeia KukAopopiac.
* Eva «katdhoyo Twv e€eidikeupévwv  UTTNPECIWV, O OTTolo¢ TrapPEXE!
TTANPOYOPIES YIa ECEIBIKEUEVEG KAIVIKEG, IATPIKG EpYQOTHPIa, EPEUVNTIKA £pya
ev €Geigel, KAIVIKEG BOKILEG, KAIVIKG UnTpwa, BIKTUQ, TEXVOAOYIKEC TTAATPOPUES
Kal opyavwoelg acBeviy, oTov TOPED TWV CTIAVIWY vOowv, ot K&Be pia ato
TIG XWpEG Tou dikTUou Orphanet.
* 'Eva epyaheio SiayvwaoTikig BoriBelag, To 0Troio EMITPETTEI OTOUG XPAOTES s
avagnTnon pe Bdon Ta onpeia fj GUPTITWHATA TNS OTTAVIAS VAo OoU.
e Mia eyKuKAOTIQiBEId TWV OCUCTACEWV KAl TWV KATEUBUVTHPIWV YPAUHGV
(o6nyiwv) yia TNV eTelyouca IaTpIkr gpovTida Kal TNV avaiadnoia.
* 'Eva diunvigio evnuepwtiké deAtio, 10 OrphaNews, 10 otoio divel pia
ETMOKOTINGN TNG EMICTRROVIKAG KAl TOMTIKIG ETKAPOTATAS OTOV TOPEQ TWV
OTTAVIWY ACBEVEILY KAl 0PQAVAIY QUPUEKWY, OTa ayyAIKE Kal YaAAIKA.
* Mia ouAhoyry amé Beparikég exBéaelg, To Orphanet Report Series, pe éugacn
oe Oepehidn BEpata, n otroia pTropel va katéBel Gueoa amd v 1I0ToceAIda.
To Orphanet obnyeital améd pia eupwaiky Kovotrpaio Tepitrou 40
Xwpwyv, n omoia cuvrtovidetal ammo T yaAAKr opdda.
O1 eBvikég ouvTovIOTIKEG OpGdeg eival UTTEUBUVEC yia T CUAAOYH

TANPOPOPIV OXETIKA HE Tig ECEIBIKEUPEVES KAIVIKEG, TA IOTPIKG £pYAOTHPIA, Td



EPEUVNTIKG £pva ev eCehifel Kal TIg opyévobcegg aoBeviov oTn ¥Wpa Touc. Oheg
or opddeg Orphanet akohouBouv Tov iSio X4pTn ToI6TNTAC.

B) To IvoTitotto Yyeiac tou Maidiod sivai 0 e1aipog Tou Orphanet gg

EOviKS emimedo (RARE DISEASE PORTAL2 Contract No.20091215 «aq
ORPHANET EUROPE Contract No.20102206) Ztéxoc Tne eAANVIKAG opddag
eival n akpIBric QVTITTPOCWTTEUCT) OAWY TWV eEAANVIKWYV OpaaTNPIOTHTWY OToV
TOUED TWV ZTTaviwy Noonudrwv-Madrioswy. AuTr| n ouppeToxr éxel WG oTéY0
™M Beitiwon ¢ didyvwong, e Olaxeipiong kai Tn¢ OlaBeoiudTnTag
TANPOPOPIDY Yyia TIC OTIQVIEG aoBévelec aTov eANASIKG XWPo KaBwC kai ™m
BeAtiwon ¢ TPOoRACINOTNTAC avTioToixwv TANPOQOPIY amd  Tov
EUPWTTAIKG XWpo, Tpog O0PeAOG SAWY Twv eAvwV aoBevwyv Kabw¢ kar Tou
KaBe emayyeAuaria Uyelag Tou SpaocTnpioToisital ge QUTAY TOV TOpEQ 270
TAQICI0 TWV UTTOXPEWTEWY ToU Kai Tou pOAou Tou wg EBvikoy Eraipou, 10
LY., akoAouBvrac mv  diadikacia Tou  TpoPAémETAl  aTTrd TO
ORPHANET(standard operating procedure) :

¢ ZUMéyer oToryela Trou agopouv 1a Zmavia NooHuara — Mabroeig o
XWPA HAG KAl EVAUEPIVE ouCTNMATIKG To Orphanet.

e 'Exer dnuioupynoe v EAnvikn MOAR e16680u atnVv 1oToceAida Tou
Orphanet, TPOCPEPOVTAG dueah TANPoQSENON yia Toug EAAnvec
XPRoTeg.
loTéToTroC ( http://www.orpha.net/national/GR-EL )

* ‘Exel apxiosr v HETAQpaon TEpIAfWewY HE TANpogopiec yia 1a
2mdvia Noohpata - NoBAceis ota EMnvikd ol otoieg  eival
NAEKTPOVIKA TTPOTRACIEG.

e Bpiokerai og Olapkn emikoivwvia pe ZUAOYOUG aoBeviv e STrévia
Noorjuara — MaBrosic kai Ouppetéxer otV EBvikA 2UVTOVIOTIKN
Emitpots yia Tic ZTavieg MNadroeic.

) Ev ower ¢ OUVTagng OXEeTIKAC KoV 1S UTTOUPYIKAC aTToQACNS TTOU aPopd
oTig dladikaaieg KATaypaerg Kai moTomoinone twv Sraviwy Noonudtwv -
Madnoeig kai ékdoonc OXETIKNG EVNUEPWTIKAS eYKUKAIOU aTrd To YToupyeio
Yyeiag, 10 LY.M. oTo mAdigio TWV  avWTEPWV  BpacTnpioTATWY TOU,
TTPOKEIMEVOU v BIEUKOAUVE] v Gladikaoia auTth, WoTe va avaypagovtal 1a

zmdvia Noorjuata — MNadroeic pe Tov avtioToixo kwdiké Tou Orphanet



(ORPHACODE-ORPHANUMBER) oTi¢ 1GTPIKEG  YVWHATEUCEIG, TICTOTIOMTIKG

Kai

BeBaiwoelg  TTOU  Xoprnyouvial OTOUG  TTOAITEG, TTPOKEIMEVOU  va

TTioToTroinBouv avriotoixa atmd ta KE.MM.A. Tou IKA — ETAM, 00G evUEPWVEI

yla 10 TTOPaKATwW:

&

To LY.IM. oxedidlel oe ouvepyaoia pe 10 YTmoupyeio Yyeiag, T1a
VOONAEUTIKA 1IBpUpaTta, TOUG 10TPIKOUG OUAAOYOUG KOl TOUG
oUuMOyouc aoBevwv pe Zmdvia Noorjupatra — [labioelg, oeipd
NUEPIGWYV yia TNV EMINOPPWON TWV IATPWV KAl TWV ETTAYYEAUATIWV
uyeiag Tou EXY kai Tou 1IB1WTIKOU TOEQ.

H mpo6oBacn otnv MuAn evnuepwong tou Orphanet yivetal péow
NG nAekTpovikig dieUBuvong: www.orpha.net kal atnv EAAQvIkA

MoAn e1068ou: hitp://www.orpha.net/national/GR-EL .

MNa 1ig petappdoeic ota EAANVIKA Twv TTEPIAWEWY HE TTANPOPOPIES
yia Zmdvia Noorparta — MNabroeig Ba avamtuxBel ouvepyaaoia pe
ZUAOyoug aoBevwv Kai dAhoug @opeic, £1ol woTe va Oobei
TPOTEPAIOTATA OTIG TTABNTEIS TTOU £XOUV dlayvwaoBei oTn XWpa Hag.
Me tov 1pbéTO QuTd a@’ evog Ba BieukoAuvBel n evnuEpwWOn TWY
TOOYXOVTWY KAl TwV ETayyeApaTiv uyeiog kai a@’ etépou Ba
Kataypagei dueca kal 8a eivai diaBéaipog o Kwdikog katd Orphanet
(Orpha number).

EvBeikTikdg TpOTTOC avalniTnong: ATo TRV KeVIPIKN oeAida

Tou Orphanet (www.orpha.net ), yiverai avalirtnon  Hiag

aoBévelag pe 1o Ovopd TG N He pia AEEn kAeidi (Access our
services : €I0AyeTal To OVopa TNG acBéveiag). ETNV OUVEXEIA
avoiyel gia véa oehida oTnv otroia Ba emiAeyei amwd pia TiBavi
AoTa aoBeveiwv (Trou €xel dwoel np avalfTnon), n acBéveia
Trou evOIa@épEl.

Itnv emopevn oeAida Tou avoivel Bpiokovial O6Agg ol
TTAnpo@opicg yia ™mv CUYKEKPIHEVD aoBévela

cuptreptAapBavopévou kai Tou Orpha number.

Karémv twv avwiépw 10 LY. eionyeital omig appddieg

utrnpecieg Tou Ymoupyeiou Yyeiag, evowel tng Evpwrraiknig Huépag

Eopracpol twv Zmaviwv Mabrioewv otig 28 ®efpouapiou, va



EVNUEPWOOUV  OXETIKG é)\OL}Q TOUC  ETOTITEUOUEVOUC  QOpEig
MpwToPdBuiag kai AeutepoPdBpiag TepiBaAyng Kai @povTidag Uyeiag,
TpoKeipyévou  of  latpof  Kkai o emayyeAparieg  uyeilag  va
guaioBnToTroINBoUV OYETIKA HE TIG TPOOQEPOMEVEG amd 1o LY.I1.
utrnpeoie¢ kai Tnv aflomoinon Tou Orphanet ota BEpara oy agopouv

ota Zmavia Noorjpara-laéroeig.

(c/x A/vong
Ev@duoloyiag kai Kuttapikrg
Aeiroupyiag LY.I1.
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