AAA: BIEBO-86A

ANAPTHTEO XTO AIAAIKTYO
E=. EITEITON

EAAHNIKH AHMOKPATIA
YITOYPTEIO YTEIAX Abnva 17/2 /2014
I'ENIKH A/NXH AHMOZIAX YTEIAY & ap. npwt.: Y1/I'Il. 01k.15906
ITOIOTHTAX ZQHX
A/NIH AHMOZXIAX YTTEINHX
TMHMA B'- ITPOXTAXIAY KAI
ITPOAT'QIrHXE THX AHMOZXIAX YTEIAX
IT'ENIKH A/NXH YITHPEZIQON YT'EIAX
A/NXIH ANAIITYEHX MONAAQN YI'EIAX
TMHMA A’'- OPTANQXHX NOZOKOMEIQN
A/NZH ITPQTOBAGMIAY ®PONTIAAX YI'EIAX
TMHMA TI''- KATAPTIZHX ITIPOTPAMMATQN
Tayx. A/von Apototéhoog 17- 19 ITPOX :
Tay. Kodwag  ABnva TK10187 OIIQX ITINAKAX AIIOAEKTQN I'TA
ITAnpogopieg ®. Kalopa ENEPI'EIA
Z1p. Xat{nyapaapmoog
TnAépavo 2132161326
2132161623
(210)5235908
Fax (210) 5237384
email ddy@yyka.gov.gr

pfy@yyka.gov.gr

ETKYKAIOZ

OEMA: «Evnpépwon oxetikda pe Znavia Noofpata - ITabnosig.»

To Ynovpyeio Yyeiag, n1 Zovtoviotikr) Enttporn) Znaviev Iabroeov, pe tig oovappodieg
A/voeig Anpootag Yytewrg, IlpatoBddptag ®povtidag Yyeiag xatr Avdamtoéng Movadev Yyetag,
OT0 T\ TV appodlou|t@v Ttovg, evipepovoov Ottt oto N. 4213/2013 (PEK 261 t. A’
/9.12.2013) «IIpooappoyr] tng eBvikng vopobeoiag otig datdalerg g Odnyiag 2011/24/EE tov
Evpomnaikod KowvopovAiov kat tov ZopPovAiov g 9n Maptiov 2011 mept e@appoyng tov
dkaopdat®v Twv aobevov oto TAaiolo g OlaoLVOPLAKIG VLYEWOVORIKIG IeplOaiyng
(L88/45/4.4.2011) xat aMeg Swataleig», 1o apbpo 24 avagépetatr ota Zndvia Noonpata -
[Tabnoets.

210 ev Aoy® dapbpo mpoPAemetar o oplopog tov Znaviov Noonpdtov - ITabroeswov,
avayveoplon oo ORPHANET ®¢ n emionun Pdon Oedopévev ya Ttig nabroelg avteg, 1)
dapoppwon EOvikod Zyediov Apdong, n ovykpotnon povipng «E0vikrg Emrtpormg yia ta Zndavia

Noorpata - Iabrjoeig» oto KE.2.Y., kabwg xat n eovotodotnon yia ékdoon Kowvav Ynoovpyikaov
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Anopdaoemv oo Ba pvbpifovv empepoog edKoTepa Bepata, petalv avtaV Kat TV Kataypapn

TV Znaviev Noonpatov - I[Tadnoeov.

Katomy tov avetépn, ot armodékteg g eyKukAion mAnpopopobdvTal yia ta akolovda:

A. To Ynovopyeio Yyeiag, oe ovvepyaoia pe tig appodieg A/ voeig too Ynoopyeiovo Epyaotag,
Kowavikng Aopaiiong kat ITpovotlag xat tov IKA- ETAM, powBovv evépyeteg ovvtadng Zyediov
KYA mov Oa poBpiCer Oépata xatr dwadwkaoleg yiwa v aliomoinon tng Paong dedopévav
ORPHANET xat g xataypagrg tov Znaviov Noonpdatev- ITabrnoeov ot xopa pag péon xat
tov Kévipav ITotonoinong Avamnpiag (KE.ILA.).

B. To ORPHANET eivat n moAn avagopdg yla IANPOQOpieg OXETIKA He TA ZOdAvid
Noornpata-TTabnoelg xau ta Oppava Pappaxa - Ilpotovia kat amevfovetar oe OAODG TOLG
evdlapepoOpevoug.

2to o’ ap. npwt. 143/14.01.2014 eyypago tov Ivotttovtov Yyetag tov ITawdwoov (LY.IL)
(oovnppévo 1), meprypdgetat o okomnog tg Paong 6edopévaov ORPHANET, ot vnnpeoieg moo
IIPOO@PEPEL, 1] AVAITTLSI ALTOL O EVPMIAIKO emmredo, o POAog kat To ¢pyo tov LY.II. wg etaipov
too ORPHANET o¢ €0viko eminedo kat 1) Stadikaoia aglomoinong avtov aro tovg ernayyeApatieg

vyetlag Kat orolovOnIIoTe AAAOV eVOLaPEPOUEVO.

I'. Ot watpot mov vrnpetody oe OAeg g Movddeg Yyetag tov EBvikod Zvotpatog Yyetag
kat otov [dwtikd Topéa, xkalovvtat va adtomou|oovy Vv ev AOy® IANPo@OPnOor) oL IAPEXETAL
oto mAaiowo tng Pdong Oedopevov ORPHANET, mpokeipévoo va avaypd@ovidil td Zndavid
Noonpata - Ilabrjoeig pe tov avrtiotoyo kodwo too ORPHANET (ORPHACODE -
ORPHANUMBER) ot1g 1atpikég yVOPATeDOELS, MOTOIOUTIKA KAt PBeBaimwoelg ov xopryovvrdat
otovg ToAtTeg yia v motonoinon tovg ano ta KEILA. too IKA - ETAM xat v mepattépwm

adloroinon avt®v ya Kataypdadrn tov aobevev, péom g Owaovvoeong g ev AOym

AN POPOPNONG Pe AN ITATPOPOPLAKA OLOTH AT

H npooPaon otnv IToAn evnpépwong toov Orphanet yivetatr péow Tng NAEKTPOVIKIG
Owevlovong: www.orpha.net Kat otV EN\nvkr) IToAn £€100000:

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

210 IAAIOW0 TOV AVOTEP® Ot tatpot éxovv 1) duvatotta va avalntriooov IAnpoQopnon)
oxetika pe ta Zmavia Noonpata - [labrjoelg, péow tov evdelktikod TPOmov avadrtnong Iov

avagepetat oy evotnta I'.4 tov emovvamntopevoo eyypdagoo too LY.IT.
2
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A. To Ynovpyeio Yyetag, mpombet to oxediaopo oe ovvepyaotia pe to LY.IL, 1o KE.EEATLNO,, ta

NoonAevtika ISpvpata, tovg latpikovg ZvAAOyovg kat Ttovg oLAAOYoLg acbevev pe Zmavia

Noorpata - IMadnoetg, oepd evnpepatikav ekdnlwoewv, oepvapiov, Hpepidov kA yua myv

EMPOPPROON TOV ATPOV KAl TOV ENAyyeApatiov vyetag too EXY kat tov i9ieTikod topea yia v

kalotepn adonoinon too ORPHANET, coppdilovtag otv éykatprn Owdyvmor Kat Oeparrevtikn

aviipetomnon tov Znaviov Noonpdatev - ITabnoeov otnv ENada.

Me Vv evkaipia tov eoptaocpov g Evpwnaikng Hpépag Znaviev Iabnoswv otig 28

DePpovapiov, KaloLvIal ot appodlol @opelg Kat vinpeoieg va MmpoBovv Ot anapdaitnteg

EVEPYELEG EVIIPEPMOTG, ITPOMODVTAG TV IIAPODOA EYKDKALO Y1d IIEPALTEP®D EPAPHOYT) TNG.

Zovnppévo: To eyypago tov LY .IT. oelideg (5).

EXQTEPIKH AIANOMH:
1. Tp. Ymoopyod
2. T'p. Ypomovpyoo xoo MneCa
3. TI'p. Ypomoopyoo xag Maxpr
4. TI'p.Tev.'pappatea
5. T'p.Tev. I'pappatea Anpootag Yyetag
6. TI'p.Tev. A/viov
7. 'OAleg tig A/voetg, Tprjparta kat ta Avtoteln)

Tprjpata tov Ymovpyeioo Yyelag, yua
EVIIEP®OT] TOV DIIANIAGDV

ZEYYTI

ITewpawwg 205, ABrjva 11853

EXAY

A. ANeSavdpag 196, Abrjva 11521

ITINAKAX AITOAEKTQN I'TA ENEPI'EIEX KAI

1.

ENHMEPQXH:

ITPOEAPIA THX EAAHNIKHX
AHMOKPATIAZ

ITpoedpuo Méyapo

H YOYIIOYPIOX YT'EIAX

ZETTA M. MAKPH
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Baow\éwg I'ewpyiov B'2
Abrva 100 28

2. TENIKH ITPAMMATEIA KYBEPNHXZHZ
(mpog evnpepwon)

Bao. Zogiag 2, Ktjpto BovArg taov ENAnjvev,
10021 ABrva

3. BOYAH TQN EAAHNQN
- Ip.x. IIpo¢dpoo
- Ip.x.Tev. I'pappatéa
- Ip. IIoMtikev Koppatwv
- 'OAgg ot Afvoeig kat ta Tppata

4. OAA TAYIIOYPTEIA
- Ip. k.. Ymoopywmv
- TIp. K.K. Avanm\npotov Yoopymv
- Ip.x.k. Yponovpywv
- Ip. xx. TI'evikov I'pappatemv
(pe TV mapdxAnon va evijpep®oovY dpeod
OAeg tig I'ev. A/ voetg, Tig A/ voelg kat ta
Tpnpata tev Yonpeowwyv toug,

Dopeig, Opyaviopovg, [dpvpata kAI.)

5. Ymnovpyeio Eowtepikav
A/von Opyavwong & Aettoopyiag O.T.A.
Ztaodtiov 27, Abrva.

6. Ymovupyeio Arowkntikng Metappodpiong
kat HAextpovikng Atakofépvnong
TFevikn I'pappateia Anp. Awoiknorng xat
HAextpovikng AraxkofBépvnong
Bao. Zogiag 15, Afrjva

7. OAeg 1ig Ileprpeperaxeg Avtodloiknoeig
g XOpag
- TIp.TI.TI. Ileprpepereg
- Tev. A/voeig Anpooiag Yyeiag &

Kowwvikng Mépipvag
(¢6peg TOVG)

8. O\eg 1ig [Meprpeperaxég Evotnreg tng
xopag
A/voeig Anpootag Yyeiag & Kowvwvikng
Meéppvag (£dpeg Toug) (pe v apaxinor)
VA EVI|LEPDOOVYV KAl TIG WOIDTUKEG KATVIKEG
KAl VOOOKOpELD appodiottag Toug,.)

9. 'OAgg T1g AOKEVTIP@PEVEG ALOIKIOELG
I'p. xk. l'evikov I'pappatéwv (pe v
HAPAKANOI VA EVIIHEPDOOVY OAODG TOLG
ertorrtevopevoog O.T.A))

(¢6peg TOVG)
10. ONeg Tig Y.IIE.
I'pageio K.K. Alowknt®v
(pe ™V DapdxkAnon va evijpepmoouyV Tig
Yrmnpeotieg Tovg).

11. OAa ta NoonAevtika Idpoparta tov EXY
(Me mapdaxAnon va eviipepmbodv OAeg ot
KAwikeg, Ta Kevrpa Yyetag kat Aoureg
Yrnpeotieg enbovng Tovg)



12. OAa ta ITavemotypiaka Nocokopeia
(Me mapdaxAnorn va evijpep@body OAeg ot
[Tavemotpiakeg KAwvikeg)
13. OAa ta ZTpati®wTIKA VOOOKOHELT
(Me mapdaxAnorn) va evipepmbovv Oheg ot
KAWVIKEQ)
14. E.O.ILY.Y.
Kngotag 39, Mapovot 15123
(Me v mapdaxAnon va evipepmbodv 0Aeg ot
Vopapylakeg Kat tomkég Movadeg Yyetag)
15. KE.EA.ILNO.,,
Aypagwv 3-5, T.K. 15123 Mapovot.
16. OAA TA AOIITA NITAA KAI NITIA
EINOIITEYOMENA AIIO TO YY
17. IKA- ETAM
Aytoo Keovotavtivoo 8
Abnva 10241
(pe mapdaxAnon va evnpepmbodv OAa ta
kata torovg KEITA)
18. Zovijyopog tov IToAity
XatCnywavvn Me€n 5, 11528 Afrva
19. ITaveAAfviog Iatpukog XoANoyog
IT\ovtapyov 3, 10675 Abrjva
(pe mapaxAnon va evnpepmboov oAa ta
€A TOL AVA TNV EMKPATEL)
20. ENAnjvikr) Odovtiatpikr) Opoonovoia
OepotoxAéong 38, Abrjva 10678
(pe TV mapdxAnon va evijpepmoet OAa ta
PEA TNG aVA TV EMKPATELD).
21. ITaveAAfjvio @appakevTiko ZoANoyo
[Tewpawwg 134 & Ayabnpépov, 11854 Abrjva
(pe TV mapdxAnon va evijpepmoet OAa ta
PEAD TOL avd TV EMKPATEL)
22. EBvikr) Xovopoomovdia ATOp®V e
Avannpia (EXApeA)
(pe ™V mapdxAnon va evipepmost OAa Td
€A TOL AVA TNV EMKPATEL)
EA. BeviCehoo 236, 16341 HArovmoAn, ABrjva
23. ITaveAAfjvia Eveon Znaviev [adnoeov
(pe ™V napdkAnon va evnpepmost OAA ta
€A TOL AVA TNV EMKPATEL)
TipoBéov 99- 101 ABrva 16232
KOINOIIOIHZH:
Yovroviotiki) Emtpomnr) yua tig Znavieg ITabroeig
(A/von Anpooiag Yytewvng tov Ynoopyeioo Yyeiag)
Efvik) Xuvvopoomovdia Atopwv pe Avamnpia
(EXApeA)
EA\. Bevigéhoo 236, 16341 HArovmmoAn, ABrva
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ApioToTtéloug 17
1. T'pageio YmoupyoU Yyeiag kUpiou 1. AS. Mewpyiddn
2. pageio YoutroupyoU Yyeiag KUpIOU Avt. Mméca
3. Ipageio YoutroupyoU Yyeiag Kuplag Z. Makpr
4. Tpageio M'evikou Mpapparéa kUptou MeA. KaAhipn
5. I'pageio lev. Mpapparéa Anpéoiag Yyeiag kupiag Xp. MamavikoAdou
6. IA/von Anuéotag Yyeiag kai MoiétnTag Zwrg
T

. A/von Anpéoiag Yyieiviig f%
8. I'. Alvon Ymnpeoiwv Yyeiac
9._A/von lMpwtoBdbuiac Ppovridac Yyeiac CQ L
10.A/von Avatrrugng Movadwy Yyeiag

Oépa: IXETIKA Pe TRV avayvwpion TG BAong SeSopévuy Tou
Orphanet,Tnv emionun Bdon Sedopévwy yia ra Zavia NooRpara -
Malroelg kai Tedio avagopdg yia TV TOTOTTOINCH KAl KATAYPAPH

aUTWY Kai Tov péAo Tou IvoTtitoGTtou Yyeiag Tou Maidiol

AauBdvovrag utr'oyn 1o vépo 4213/2013 (PEK 261/1. A/9.12.2013)
«[pooappoyn g eBvikAg vopobeaiag oTig dlatdéeic Tng Odnyiag 2011/24/EE
Tou EupwrraikoU KoivoBouhiou kai Tou ZupBouliou tng 9" Maprtiou 2011
mEPl  €QAPUOYAG Twv OIKAIWUATWY Twv aoBevidv oto  TTAaiolo ™G
OlaCOUVOPIOKAG UYEIOVOUIKAG TrePiBaAyng kar GAAeg BiatdEeic» Kal 1dIKOTEPA
T0 GpBpo 24, TTou agopd oTa Xmévia Noorjpara — Maéroelg, oTo oTroio yiverai
OUYKEKPIPEVN avagopd aTnv avayvwpion Tou Orphanet wg Bdong dedopévwy
Kol Tediou avagopdg yia TV TOTOTTOINCN Kal KOTaypagh Twv STraviwv
Noonuatwv - MNaBroewv.

270 Aaiolo TG ev Adyw BeopIKrG puBpIong, To IvaTitodto Yysiag Tou
Maidio evnuepwver Tig apuddieg utmmnpeoiec Tou YToupyeiou Yyeiag yia 1a

akdAouba:

AIEYOYNZH: NOZOKOMEIO MAIAON «H ATIA ZO®IA» 115 27 A@HNA - THA.: 213 20 37 305 FAX: 210 77 00 111
E-MAIL: inchildh@otenet.gr



A) To Orphanet eivai n mOAn Gvacbopdg yia TAnpo@opiec oxetikd pe T
zmavia  Noorjpara-MNaénoeig Kal 1a Op@ava Papuaka-mTpoidévta  Kai
ameuBuveTal oe GAoug Toug evBlapepOpEVOUG (ETTayyeApariec uyeiag, @opeic
aocBevwy, utnpeoieg uyeiag kAT). Zrdxog Tou Orphanet sival va cupBdAel ot
BeAtiwon tng didyvwong, NG TePIBoAWNG Kai Bepateiag Twv acBeviv pe
zmavia Noorjpara-fadroeig.
O1 umnpeoieg mou mpoo@épel To ORPHANET pe eAelBepn mpdoBaon
agpopoulv:
¢ Tnv amoypa®r Kal TNV Tagivounon twv oTraviwv aoBevelwy, of oTroieg Exouv
gkrovnBel pe Bdon TG UTTAPXOUCESG, ONHOOCIEUPEVEG TALIVOUNOEIC aTmd
EUTTEIPOYVWHOVEC.
* Mia eykukAomaideia Twy oTraviwv agBevellv oTa ayyAiKd Kai aTa YOAAIKA, o
oTroieg OTAdIOKA HETAPPAZOVTAI KOl OTIG UTTOAOITTEG YAWOTEG TNC I0TOCEAISAC.
* Tnv amoypar Twv 0pPavwV PAPHAKWY-TTPOIGVTWY, o dAa Ta oTddia Tng
avdamTugng, amd Tnv emovopacia «oppavoe» (EMA, European Medicines
Agency) £wg Kal TNV eupwTraikr ddeia kukAopopiac.
* Eva katdAoyo Twv e€eIdIKEUPEVWY UTTNPECIWV, O OTTolo¢ Trapéxel
TANPOYOPIES YIa ECEIBIKEUUEVEG KAIVIKEG, IATPIKG EPYAOTHPIA, EPEUVNTIKG £pya
ev €GEAIGEL, KNIVIKEG BOKIHEG, KAIVIKG UNTpwia, BiKTUQ, TEXVOAOYIKES TTAATROPUES
KQl OpYQVWOEIG GOBEVWIV, OTOV TOPEX TWV OTTAVIWV vOowy, Ot KdBe pia amd
TIG XWpEG Tou dikTUou Orphanet.
* 'Eva epyaAeio SiayvwaTikrg Boribelag, To oToio EMITPETEI OTOUC XPHOTES mnv
avagnTnon pe Bdon Ta onpeia fj CUPTITWHATA TNS OTTAVIAS VOoOoU.
* Mia eykuKAOTIQiGEIO TWY CUCTACEWY KAl TWV KATEUBUVTHPIWY YPOAUHOV
(odnyiwv) yia TNV eTelyouoa 1aTpikr @povTida kai Tnv avaiadnaoia.
* 'Eva diunvigio evnpepwrtiké deAtio, 10 OrphaNews, 1o otoio divel pia
EMOKOTINGN TNG EMOTNHOVIKAS KAl TIOAITIKIG ETMIKAIPOTNTAS OTOV TOPED TWV
OTAVIWY OOBEVEIWV Kal 0pQAVAV QUPUAKWY, OTA ayYAIKA Kal YAAAIKA.
* Mia ouMoyr| amé Beparikég ekBéaoelg, To Orphanet Report Series, pe éugaon
oe Bepehiwdn BEpata, n otrofa pTropei va KatéBel Gueca atmé Ty I0TooeAIBa.
To Orphanet odnyeftar améd pia eupwtaikl kovotrpadia TepiTou 40
Xwpwyv, n otroia ouvtovidetal amd T YOAAIKA opdda.
O1 eBvikég ouvrtovioTIKEG opddeg eival umelBuvee yia T cuAloyh

TANPOPOPILV OXETIKA HE TIG ECEIDIKEUPEVES KAIVIKEG, TA IGTPIKG £PYAOTAPIC, T



EPEUVNTIKG €pva v e€ehisel kal TIC opy&vo’mag aoBevusv ot ¥Wpa Touc. OAeg
o1 opadeg Orphanet akoAouBouv Tov iSio Xaptn moIdTnTaC.

B) To IvoTitouto Yyeiag Tou Maidiod sivai o eraipog Tou Orphanet og

EOviké emimedo (RARE DISEASE PORTAL2 Contract No0.20091215 «ay
ORPHANET EUROPE Contract No.20102206) Ztéxoc ¢ eEAANVIKIG opddag
eival n akpiBric QVTITTPOCWTTEUCT OAWY TWYV eEANVIKWY GpaoThpioTATWY GToV
Toéd TwV ZTraviwy Noonudrwv-Madrioswy. AuTA n ouppeToxr éxel WG oTéX0
™m BeAtiwon ¢ didyvwong, e Olaxeipiong kai TnC dlaBeoipdTnTag
TANPOPOPIWDV yia TIC OTIAVIEG QOBEveIEC OTOV EAAGSIKG XWpo Kkabug kai 1n
BeAtiwon ¢ TpooBaacipdTnTag avTioToIXwV  TANPOPOPIY  aTrd  Tov
EUPWTTAIKG XWpo, Tpog O0PeAOS BAWY Twv eEAAVWY aoBeviyv KaBwg¢ kai Tou
KaBe emayysAparia Uyelag Trou SpacTnpioToiital oe QUTAY TOV TOMEQ 27O
TAQICIO TWV UTTOXPEWTEWY ToU Kal TOU poAou Tou w¢ EBvikoy Eraipou, 10
LY.M.  akoAouBvrag mv  Oiadikacia Tou TpoPAémETar  aTd TO
ORPHANET(standard operating procedure) :

¢ ZUMéyel oToxelo TTou agopolv ta Imavia Nooruara — Mabroeig om
XWPA Pag KAl EvAHEPLIVE ouaTnUaTiKa To Orphanet.

e Exer dnuioupynoe v EAAnviki MUAR ei0680u atnv 1oToceAida Tou
Orphanet, TPOOPEPOVTAG dueaH TANpoQéENON yia Toug EAAnvec
XPHoTeg.
loTéToTrog ( http://'www.orpha.net/national/GR-EL )

e Exe apyxioer v HETAPPacH TEpPIAfWEWY HE TTANpogopiec yia T1a
Zmdvia Noorjpata - MoBroeis ota EMnvikd ol otroieg  eival
NAEKTPOVIKA TTPOCRACIHES.

e Bpiokerar og Olapkr emiKoIvwvia pe ZUAAOYOUG aoBeviv pe STdvia
Nooruara - Madrosic kai OuppeTéxel otnv EBvikA 2UVTOVIOTIKA
Emitpotm yia Tig zmavieg Madroeic.

) Ev oyel e OUVTagng OxeTIKNAC KOIVAG UTTOUpPYIKAC aTmoQACNS TTOU APopd
oTig dladikaoieg KATAYpaerg Kai moTomoinone twv Smaviwy Noonudtwv -
MaBnoeig kai ékdoonc OXETIKNG EVNHEPWTIKAS eyKUKAioU aTré To YToupyeio
Yyeiag, 10 LY.M. oTo TAdigio TWV  avWTEPWV  BpacTnPIoTATWY  ToUu,
TTPOKEILEVOU VA BIEUKOAUVEI v Gladikacia auTth, WoTe va avaypagovTai Ta

zmdvia Noorjuata — Mabroeic pe Tov avtigToixo kwdiké Tou Orphanet



(ORPHACODE-ORPHANUMBER) oTi¢ 1aTPIKEG  YVWHATEUTEIG, TIOTOTTOMTIKA

Kai

BeBaiwoelg  TTOU  XOpryouvial OTOUG TTOAITEG, TTPOKEIMEVOU  va

mrioToTroin@oulv avtiotoixa améd 1a KE.MT.A. Tou IKA — ETAM, 0ag eVHEPWVEI

yla T TTOPAKATW:

To LY.M. oxedidler oe ouvepyaoia pe 10 YToupyeio Yyeiag, T1a
vOOnAeuTIKA 1I0pUpaTa, TOUG 1aTpikoUG OUAAOYOUG Kal  Toug
OUAOYyoug aoBevwyv pe Zmdvia Noorpara - [laBrjoeig, oeipd
NUEPIBWY YIa TNV ETILOPPUICT) TWV IATPWV KAl TWV ETTAYYEALATIWV
uyeiag Tou EZY Kai Tou IBIWTIKOU TOMEQ.

H mpboBacn otnv MUAn evnuépwong tou Orphanet yivetalr péow

NG nAekTpovikic dielbuvong: www.orpha.net kal otnv EAARvVIKA

MoAn e10660u: hitp://www.orpha.net/national/GR-EL .

MNa 11g peTappdoeis ota EAANVIKG Twv TTEPIAWEWY HE TTANPOYOPIEG
yia Zmrdavia Noorjpata — Mabhieeg Ba avamtuxBel ouvepyaoia pe
ZUAAGYouG aoBevidv Kai dAAoug @opeig, €10l woTe va OoBEi
TPOTEPAISTNTA OTIG TTABHTEIS TTOU €Xouv dlayvwoBei oTn Xwpa Hag.
Me tov 1pOTTO QuTé a@’ evdg Ba BieukoAUVBEl n evnuEpWON TwV
TaoXOVIWY Kal Twv ETayyeApaTmiwv uyeiag kal a’ etépou Ba
Kartaypa@ei dueca kai Ba eivar diabéaipog o Kwdikog katd Orphanet
(Orpha number).

Ev3eikTikég TpOTTOC avalitTnong: ATO TNV KEVTPIKN oeAida

Tou Orphanet (www.orpha.net ), yiveran avalitnon  Hiog

aoBéveiag pe To Ovopd TG N pe pia Aén kAeidi (Access our
services : giodyeTal To Ovopa TG aoBéveiag). ETNV OUVEXEIA
avoiyel pia véa ogAida oTnv oTroia Ba emiAeyei atrd pia miBavny
AioTa aocBeveiwv (Trou €xel dwoel np avalftnon), n acBéveia
Trou evOIa@épEl.

Ztnv emwépevn oehida Trou avoiyer Bpiokovrar 6Aeg ol
TTAnpo@opisg yia ™mv CUYKEKPIHEVT aoBévela

oupTtrepiAapBavopévou kai Tou Orpha number.

Karémyv twv avwrépw T0 LY.M. eionyeitar ot appddieg

utrnpeoieg Tou Ytoupyeiou Yyeiag, evowel Tng Evpwrraikng Huépag

Eopracpol twv Zmaviwv Mabioewv otig 28 Pefpouapiou, va



EVNHEPWOOUV  OXETIKA 6)\01;; TOUC  ETTOTITEUOMEVOUC  QOPEIg
MpwToRdBuiag kai AsutepofdaBpiag mepiBahyng Kal @povTidag UyEiag,
Tpokelgévou ol laTpoi  kai  of  emayyeApatieg  uyeiag  va
guaioBnroTroiNBolv OXETIKA PE TIG TPOOPEPOpeveEG amd 1o LY.IT.
utnpeoieg kar v afiotoinon Tou Orphanet ota Bépara Tou agopouv

ota Zmavia Noorfjuara-Naéroeig.

KaBnyntg Kwv/vog Tody fJakag Ap. E./M/

VT, éA/vcng

EvZduohoyiag kai Kuttapikng
Aeiroupyiag LY.I1.

__EBvikA ZuvTovioTpia
Orphanet




