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ANAPTHTEO XTO AIAAIKTYO
EE. EITEITON

EAAHNIKH AHMOKPATIA

YIIOYPTEIO YTEIAX Abryva 17/2 /2014

TENIKH A/NXH AHMOZIAZ YTEIAY & ap. npet.: Y1/T.IT. 01k.15906
I[IOIOTHTAZX ZQHX

A/NTH AHMOZIAY YTIEINHEZ et ) o i s il
TMHMA B'- IIPOLTAZIAY KAI MANEAAI " |ATPIKOL IYAAOIOE
IIPOATQIHE THE AHMOZIAX YFEIAZ ? 1.1.E 5 2%
TENIKH A/NZH YITHPEZION YIEIAL | API©. NPQT
A/NIH ANAIITYEHE MONAAQN YTEIAY | HMEP AHWEQ Bt2AZo1Y |
TMHMA A'- OPTANQIHE NOZOKOMEIQN ¥ deditc

A/NZIH ITPQTOBA®MIAZL ®PONTIAAX YTEIAZ

TMHMA I'- KATAPTIZHE [TIPOTPAMMATON

Tay. A/von Apiototédoog 17- 19 ITPOX :
Tay. Kodwag  Abrva TK10187 OINQZ ITINAKAX ATTOAEKTQN TI'TA
IT\npo@opieg ®. Kahvpa ENEPTEIA

Ztp. Xatlnyapaldumnoog
TnAépovo 2132161326

2132161623

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

pfy@yyka.gov.gr

EIKYKAIOZ

OEMA: «Evnuépwon oxetika pe Znavia Noonpata - ITabnosig.»

To Ymovpyeio Yyeiag, nj Zovroviotikr) Emrponn Znaviev Iabnoeov, pe tig covappodieg
A/voeg Anpootag Yyiewr|g, Ilpotopabpiag @povridag Yyelag xat Avdrrroéng Movadaev Yyeiag,
010 MAQIO0 TV appodloT|Te@V Tovg, evipepavovv ot oto N. 4213/2013 (PEK 261 t. A’
/9.12.2013) «IIpooappoyr) g eBvikrg vopobeoiag otig dwatagerg g Odnyiag 2011/24/EE tov
Evponaixod KowvoPovliov kat tov ZopPovAiov mg 91 Maptiov 2011 mept epappoyng tov
dixawepdrov tov acbevov oto mAaioo g Swaocvvoplakng vyelovopikrg rnepibaiyng
(L88/45/4.4.2011) xai aAheg dwatadelg», to apbpo 24 avagéperar orta Znavia Noonpata -
INabroes.

210 &v Aoyw apbpo mpofAénetar o opwopog twv Znaviev Noonuarev - Ilabrjosev, n
avayvopornp too ORPHANET g 1 emionun Pdaon OGedopévev ya tg nabhoelg avtég, 1
Srapopgaon EBvikod Zyediov Apdong, ) ovykpotnon poviung «EBvikng Emrponmng ywa ta Znavia
Noorjpata - ITabnoeig» oto KE.Z.Y., kabmg xat 1) e§ovorodotmnon yra ékdoon Kowvav Yrovpyikov
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Anogaoceov mov Ba pobpifovv empépoug edikotepa Bepara, petadd avtoV Kat My Kataypagr)

Tov Znaviov Noonpdatwv - [abnoswy.

Katomy tov avetépe, ot arnodekteg g eyKukAiov mnpogopovvrat yia ta akoovba:

A. To Ymovpyeto Yyelag, oe ovvepyaoia pe Tig appodieg A/ voeig tov Ynovpysioo Epyaoiag,
Kowoevikng Ao@daliong kat ITpovorag xat tov IKA- ETAM, npowBodv evépyeteg ovvradng Zxediov
KYA nov B8a pubpiler Bépatra xar Swadwaoieg yia mv aromoinon g Paong dedopévev
ORPHANET xat g xataypagng te@v Znaviev Noonpdtev- ITabhoeov o x@pa pag péoe Kat
Tov Kévipev IToronoinong Avarmpiag (KE.ILA.).

B. To ORPHANET seivat 11 moAn ava@opds yia NANpo@opieg OxeTika pe ta Zndavia
Noorpata-Tlabrioeig kat ta Oppava ®appaxa - Ipoidvia xar amevbdverar oe 6Aovg Tovg
evO1aPepOEVOULS.

Zto v’ ap. npet. 143/14.01.2014 éyypago tov Ivotitovtov Yyeiag tov ITawbod (LY.IT.)
(oovnppévo 1), meprypagetat o oxomog g Paong dedopévov ORPHANET, ot vrmpeoteg moo
IIPOCPEPEL, 1) AVAITTLET ALTOV O ELPWIIATKO eminedo, 0 PoAog xat to £pyo Tov LY.IL wg eraipov
tov ORPHANET o¢ eBviko eminedo xat n Sradwkaoia alonoinong avtod amod Tovg enayyeAparieg

vyetag Kat orrolovonmote GANOV eVOIaPEPOPEVO.

I. Ot watpot mov vrmpetody ot OAeg g Movadeg Yyeiag tov EBvikod Zvomjpartog Yyeiag
kat otov Idwtko Topéa, kahovvratl va adtorou)oovy ™V v Adye TANPo@Opnor oL OapexeTat
oto mhaiowo g Paong dedopévov ORPHANET, mpokewpévov va avaypa@oviai ta Zmavia
Noorjpata - TIlabrioeig pe tov avriotoyo xmdikoé tov ORPHANET (ORPHACODE -
ORPHANUMBER) otig 1atpikég yvopateboelg, Motonomtikda kat Pefaidoelg mov yopnyovvrat
oTovg moAiteg ywa v motonoinon tovg anod ta KEILA. tov IKA - ETAM xat mv nepattépm
aflonoinon avtev ywa xataypa@r tewv aobevav, péom g Sracdvdeong g v Adyw

AN POo@OPNONG pe A IANPOPOPIAKA CLOTHpATd.

H mpooPaon omyv IToAn evipépwong tov Orphanet yivetal péow g nAexTpovikig
oevbovong: www.orpha.net Kat otnv EAnvixr) IToAn gwcodov:
httpy//www.orpha.net/national/GR-EL.

Zto mAaiowo 1OV aveTépe ot waTpol £xovv ) duvatdtnta va avadntioovy NAnpo@opnon
oxetka pe ta Znavia Noonpata - Ilabroeg, péoe tov evdetikod tpodmov avalntnong mov

avagéperat oty evotnra 4 tov emovvantopevov eyypagoo tov LY.IT.
2
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A. To Ymnovpyeio Yyeilag, npowbel 1o oxedraopo oe ovvepyaota pe to LY.IT., to KE.EEATILNO., ta

Noonhevtika 16pvpata, tovg latpikovg ZoMoyovg xat Tovg cvAAoyovg aobevov pe Zndavia

Noonjpata - ITabfnoe, oepa evnpepotikov exdnlaoceov, oepvapiov, Huepidov kA yia myv

EMPOPPAOT TOV 1ATPOV KAl T@V enayyeApanov vyetag tov EXY xat tov ibieatikod topéa yia my

kaAvtepn aiomnoinon too ORPHANET, oopBaMovrag omyv éykaipn Siayveorn kat Beparievtik)

avtipetomon Tev Znaviov Noonpatev - ITabnoeov omyv EX\ada.

Me myv evkaipia tov eoptaopov g Evpwnaixig Huépag Enaviov [Habfjoewv otig 28

@ePpovapion, xalovvral ot appodiol @opeig xal vmmpeoieg va mpofodv oty anapaitnteg

EVEPYELEG EVITHEPWONS, MPO®OMOVTAG TV MAPOBOA EYKLKAO y1d IIEPALTEP® EQAPHOYT] TG

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

H YOYIIOYPTOZX YTEIAZ

ZETTA M. MAKPH

EZQTEPIKH ATANOMH:
1. Tp. Ymovpyod
2. Tp. Ygpomovpyod koo Mnéla
3. TI'p. Ypomovpyoo xag Maxpr
4. Tp.Tev. Tpappmsa
D.
6. l'p I‘ev A/vtov §:
7. 'OAeg ig A/voeg, Tprjpata kat ta ADTOi :

Tpfjpata tov  Ymovpyeiov meg,g,\ Y\u
EVI|HEPDOT TV DIAAAA®Y \ w5
ZEYYII 37
[Nelpaimg 205, Abryva 11853

EZAY

A. ANe€avdpag 196, Abrva 11521

.\’
.

ITINAKAZ ATIOAEKTQN I'TA ENEPTEIEZ KAI

L

ENHMEPQZH:

ITPOEAPIA THXZ EAAHNIKHZ
AHMOKPATIAZ

[Tpoedpixd Méyapo



10.

11.

Bao\éwg 'empyiov B2

Alrjva 100 28

TENIKH TPAMMATEIA KYBEPNHZHZ

(mpog evnpepwon)

Bao. Zogiag 2, Ktrjpto BovArig tav ENvay,

10021 Abnva

BOYAH TQN EAAHNQN

- TIp.x.IIpoédpoo

- TIp. k. T'ev. I'papparea

- Ip.IMohmikev Koppdrwv

- 'OMgg ot A/voeig xat ta Tpnparta

OAA TA YIIOYPIEIA

- TIp. x.x. Ynovpyav

- Ip. x.x. AvanAnpetov Ynoopymv

- TIp. xx. Yponoopywv

- TIp.x.x. l'evikov Fpappatéwv

(pe ™V napdxAnon va evnpep@oovy apeca

oheg ig 'ev. A/ voeig, Tig A/ voeig kat ta

Tpnpata tev Ynpeoimv Toug,

dopeig, Opyaviopovg, Iopvpata xAr.)

Ynovpyeio Eowtepikmv

A/von Opyaveong & Asttovpyiag O.T.A.

Ztabiov 27, ABrjva.

Ynoopyeio Avoiknrikig Metappofpiong

kat Hhextpovikng Awaxopépvnong

T'evikn) Ipappateia Anp. Awoiknong xat

HAextpovikig Avaxvpepvnong

Bao. Zogiag 15, Abryva

OAeg 115 ITeprpepertaxég Avtodioikioeig

mg Xepag

- TIp.L.I. Ilepupépereg

- Tev. Ajvoeig Anpooiag Yyeiag &
Kowwvikng Mépipvag

(¢6peg ToOC)

'OAeg Tig Ileprpeperaxég Evotnreg g

xXopas

Afvoeig Anpootag Yyeiag & Kowwovikig

Mépwavag (¢8peg Tovg) (pe Ty napdaxinon

Va EVIIHEPOOOLY KAl TIG WOIDTIKEG KALVIKEG

KAt VOOOKOHELa appodiotntag Toug. )

'OAeg Tig Anoxevipwpeveg Alo1Kr|oeig

I'p. k. l'evikov Ipappatéey (pe my

NapAKAon Va eVIJIEP®OOVY OAODG TOLG

enorrtevopevong O.T.A.)

(¢6peg TovG)

'OAheg Tig Y.IIE.

I'pageio K.K. ALOIKNTOV

(pe ™V napaxkAnorn va evnpepmoovy Tig

Yrmpeoieg Tovg).

'OAa ta NoonAevtika Idpopara too EXZY

(Me napaxAnor va eviuepmbody OAeg ot

K\wvikég, ta Kévrpa Yyeiag kat Aounég

Yrmpeoieg evfvvng tovg)
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12,

13.

14.

15.

16.

17.

18.

20.

21.

23,

OAa ta ITavemotypiaka Noookopeia
(Me mapdaxAnon va evnpepmbodv 6Aeg ot
IMavemompaxég KAvikeg)
'OAa ta ZTpati®TiKd VOOOKOHELa
(Me napaxAnon va evijpepoBodv OAeg ot
KALVIKEQ)
EOJLY.Y,
Kngoiag 39, Mapovor 15123
(Me myv napaxAnon va evijpepabodv OAeg ot
vopapylakeg kat tomkég Movadeg Yyelag)
KE.EA.ILNO.,
Aypagev 3-5, T.K. 15123 Mapovot.
OAA TA AOIITA NITAA KAI NITIA
EITOIITEYOMENA AIIO TO YY
IKA- ETAM
Aytov Kevotavtivoo 8
Abrjva 10241
(pe napaxAnon va evnpepwbotdv oAa ta
kata torovg KEITA)
Zovnyopog too IToAity
XarrCnywavvn Médn 5, 11528 Abrjva
aveAnviog Iatpikog ZoAAoyog
ITAovtapyov 3, 10675 ABrjva
(pe napaxinon va evnpepabovv oAa ta
HEAD TOL avd TV emKpAaTelda)
EMnvikr Odovtiarpikn) Opoonovdia
OgpotoxAeong 38, Abrjva 10678
(pe myv napdxAnon va evijpepdoet OAa ta
REAT NG aQVA TNV EMKPATEL).
ITaveAAnvio @appaxkeoTiko ZvAAoyo
IMelpaimg 134 & Ayabnuépov, 11854 Abrjva
(pe ™V mapdaxAnor) va evrjpepoet OAa ta
HEAN TOL avaA TNV emKpdTela)

. Ebvikiy Zovopoomovdia Atopov pe

Avamnpia (EXApcA)

(pe Vv mapaxAnon va evrpepooer OAa ta
RPEAN TOL ava v EMKPATELd)

EA. BeviCéhoo 236, 16341 HAwovmmoAn, ABrjva
IMaveAAnvia Evwon Znavieov [Iadnosov
(pe TV napdaxAnon va evijHeEPOOEL OAa Ta
REAN TOL avda TV ENIKPATELT)

TipoBéov 99- 101 Abrva 16232

KOINOIIOIHZH:

Zovroviotikn) Emtpons) yia 1ig Znavieg Iabrjoeig
(A/von Anpootag Yyiewvig tov Yiovpyeiov Yysiag)
Ebvikn) Zovopoomoviia Atopwv pe Avannpia
(EXApeA)

EX. Beviléhov 236, 16341 HArotmoAn), Abryjva

AAA: BIEBO-86A



INETITOYTO YIEIAZ &
TOY MAIAIQY '

ABriva 14/01/14

PEE

Ap. ﬁpwr..@.‘.‘i:") B _.; 220 y
. 16 he by .
MPOZ YIMNOYPTEIO YTEIAZ S NP N

ApioToTédoug 17
1. Tpageio YmoupyoU Yyeiag kUpiou Z1r. AS. Mewpyiddn
2. T'pageio Youtroupyou Yyeiag kUpiou Avt. MTéla
3. lpageio Youtroupyou Yyeiag kupiag Z. Makpr
4. Tpageio Mevikou Mpappatéa kGpiou MeA. KaAhipn
5. I'pageio Mev. Mpapparéa Anpdoiag Yyeiag kupiag Xp. MamavikoAdou
6. IA/von Anuéoiag Yyeiag kai MoiétnTac Zwhc
7. Alon Anuéoiag Yyieiviig f‘
8. I. Alvon Ymmnpeoiwy Yyeiag %,
9. _A/von lMpwtoBdbuiac Ppovridac Yyeiac (O L
10.A/von Avdrrtugng Movadwy Yyeiag

Ofpa: IXETIKA PE TNV aQvayvwpian TS Bdong Sedopévwy Tou
Orphanet,Tnv emionun Bdon dedopévwy yia Ta Erdvia Noohpara -
MaBnoelg kal Tedio avag@opds yia THY TTICTOTTONCH Kai Kataypagh

QUTWY Kal Tov poAo Tou lvoTitoldtou Yyeiac Tou Maidiow

AapBdvovrag utr'éyn To véuo 4213/2013 (PEK 261/1. A79.12.2013)
«[pooappoyr g eBvikAg vopobeaiag oTig diatdgeig Tng Odnyiag 2011/24/EE
Tou EupwTraikoU KoivoBouAiou kai Tou ZupBouliou g 9" Maptiou 2011
TMEPI  EQAPUOYAG TWV OIKAIWUATWY TWV aoBeviv oTo TAGIcIO  TNC
OIACUVOPIaKAG UYEIOVOUIKAG TrEPIBaAyng kol GAAeG BIaTAEeIc» Kal E1BIKOTEPQ
T0 ApBpo 24, TTou agopd oTa Zmdvia Noorjpara — Mabroeig, oTo oToio yiveral
OUYKEKPIUEVN avagopd otnv avayvwpion tou Orphanet w¢ Bdong dedopéviy
Kai Tediou avagopds yia TV TioToTroinon Kai Karaypaen Twyv ZTAviwv
Noonudrwv — MaBroewv.

210 TAQioI0 TNG eV Adyw BeopIKig pUBpIoNG, To IvaTitodto Yyeioag Tou
Moidiod evnpepovel Tig apuddieg utmpeoie Tou YTroupyeiou Yyeiag via ta

akoAouba:

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



A) To Orphanet eivai n TUAN ava@opds yia TTANPOQOpPIEC OXETIKE pE Ta
zmavia  Noorjpara-lNaénoeig Kai ta Opgava PAppaka-mpoidvTa  Kai
ammeublveTal oe GAoUG TOUg evBIaPEPOUEVOUS (ETTayyeApaTIEG UyEiag, Qopeig
acBevwyv, uttnpeoieg uyeiag kATT). Z1éxog Tou Orphanet eival va cuppdAsl otn
BeAtiwon g diayvwong, TG mePiBoAWNG Kai BepaTtreiag TwV aoBeviv pe
Zmavia Noorjpara-Madrioeic.
O1 ummnpeoieg mou Tpoogépel To ORPHANET pe eAelBepn mpdoBaon
agpopouv:
* Tnv amoypa@r) Kal TV Tagivopnon Twv oTraviwy agbeveliv, ol oTrofeg £xouv
gkrovnBel pe Bdon TG uTdpxouoeg, ONUOCIEUPEVEG TALIVOUNOEIC aTrd
EUTTEIPOYVWIOVEG.
* Mia eykukAoTraideia Twv omraviwy acBevelwv ota ayyAikd Kai oTa YaAAIKd, ol
oTroieg oTadIaka PETaPPAovTal Kai oTi§ UTTOAOITTEG YAWOTEC TNC I0TOCEAIBAC.
* Tnv amoypaen Twv opeavwyv QapUEKwWV-TTpoidvTwy, os 6Aa Ta oTAdIA TNG
avamrugng, amd Tnv emovopacia «opeavo» (EMA, European Medicines
Agency) £wg Kai TNV eupwTraikr) ddeia KukAopopiag.
* Eva katdloyo Twv egeidikeupévwv  UTTNPECIAV, O OTIOI0C TOaPEXE
TANPOPOPIEG YIa eCEIBIKEUEVEG KAIVIKEG, 1OTPIKA EQYATTIIPIA, EPEUVATIKA £pya
ev e€eAigel, KAIVIKEG BOKIHEG, KAIVIKG UnTpwa, BiKTUa, TEXVOAOYIKEC TTAATOOPUEC
KOl OPYAVWOEIS AOBEVUV, OTOV TOPED TWV OTTAVIWY VOoWV, ot K&Be pia amd
TIG XWPEG Tou dikTUoU Orphanet.
* 'Eva epyaAeio diayvwaTikig BoriBeiag, T0 OTToio EMITPETTEI OTOUC XPHOTES THV
avadntnon Pe BAon Ta onueia | CUPTITWPATA TS OTTAVIAS VOooU.
* Mia eykukAoTraidela Twv OUCTAOEWV KAl TWV KATEUBUVTAPIWY YPOUHWY
(oBnyiwv) yia TNV eTelyouoa 1OTPIKK QPOVTIdA Kal Tnv avaiodnoia.
* Eva dipnvigio evnpepwtiké GeAtio, 10 OrphaNews, 10 otolo &ivel pia
ETMOKOTINGN TNG EMOTHOVIKIG KAl TTONTIKIG ETTIKAIPOTATAC GTOV TOUED TWV
OTTAVIWY QOBEVEIWY Kal OpYaVWV QUPUEKWY, OTA ayYAIKG Kal YAAAIKA.
* Mia guMoyn amé Bepartikég exBéaelg, To Orphanet Report Series, pe éugaon
oe BepeAindn BEpara, n otroia ptropei va katéPel dueca atré TNV I0TooeAIda.
To Orphanet odnyeital amd pia €upwTTAikr Kolvotrpadia TrepiTou 40
Xwpwyv, n otroia ouvroviZetal atd T yaAAKr opdda.
Or1 €BvikéG ouvTOVIOTIKEG OpAdec eival UTTEUBUVEC yia TN GUANOYH

TANPOPOPIWY OXETIKA HE TIG ECEIBIKEUPEVES KAIVIKEG, TA IATPIKG £pYyaOTHpId, Td



EPEUVNTIKA £pya ev eEehifel kal TIS Opyavwoeig aogBeviv aTr xwpa Toug. OAeg
o1 opGdeg Orphanet akoAouBodv Tov i5io XapTn ToIdThTAC.

B) To IvaTitotto Yyeiac tou Maidiod iva 0 €1aipog Tou Orphanet ot

EBviKS emimedo (RARE DISEASE PORTAL2 Contract N0.20091215 kai
ORPHANET EUROPE Contract N0.20102206) Ztdyog NG eAANVIKAG opddag
eival n akpiPric QVTITTPOCWTTEUTT SAWV TWV eANNVIKWV OpaacTnPIOTATWY oTOV
TOpED TWV ZTraviwy Noonudrwv-Madrioewy. AUTA n ouppeToxn éxel WG oTéXO
™M BeAtiwon 1n¢ didyvwong, Tng Olaxeipiong kai Tng 010BeaipdTnTag
TANPOYOPIV yia TIC Omavieg acBévelec oTov eAAASIKG XWPo KaBwg kai
BeAtiwon ¢ TPOCRACINOTATAC avTioTolXwv  TANPOQOPILY  amd  Tov
EUPWTTAIKS XWPO, TPOg 6PeAoc SAWY Twv eNvwv aoBeviv kaBuc kar Tou
KGBe emayyeAuaria Uyeiag Tou SpacTnpiomoicital o quTdy TOV TOMEQ ZTO
TAQICIO TWV UTTOXPEWTEWY ToU Kal Tou POAou Tou w¢ EBvikoy Eraipou, To
LLY.N.  akohouBvrac mv Oiadikacia Tou TpoBAéTETAl  amd  To
ORPHANET (standard operating procedure) :

¢ ZUMéyel oToxela TTou agopoulv ta Zmavia Nooruara — Mabrioeig om
XWPA HAG KAl EVAHEPWIVE] ouoTtnuatikd to Orphanet.

* EXel dnuioupyrioer v EAANvikA MUAR e15660u oTnNV 10T00eAiIda Tou
Orphanet, TPOCPEPOVTAG e TANPOPSPNON YA TOUC EAAnveg
XProTeg.
loTéTotroC ( http://'www.orpha.net/national/GR-EL )

e Exel apyiosi v HETAQPacn TepIAfYewY HE TTANpogopies yia Ta
Zmdvia NooAuara - MaBrAoeis ota EMnvikd o otoieg  eival
NAEKTPOVIKA TTPOCRACIHEG.

* Bpiokerar oe Siapkry emikovwvia HE 2ZUAAGYOUS QOBeviv pe STrdvia
Noorjuara — MaBroeic kai OUHUETEXEl atnv EBvikA ZUVTOVIOTIKI
Emitpotrs yia Tig Zmavieg Mabroerc.

) Ev 6wel tn¢ oUVTagNG OXETIKC KOIVAAG UTTOUpYIKriC aTméPACNS TOU APOpPd
oTig dladikaoieg Karaypagng kai moTotoinone Twv Imraviwy Noonudarwyv -
MaBroeig ka €KBOONG OXETIKNC EVNHEPWTIKAG £YKUKAiOU a1 TO Ytroupyeio
Yyeiag, 10 LY.N. oto TAdicio TWV  avwtépwy  SpaoTnpiothTwy TOU,
TTPOKEIPEVOU va BIEUKOAUVE] ™MV dladikacia autr, WoTe va avaypaeovial 1o

zmdvia Noorjuata — Mabfoeic pe Tov avrigToixo kwdiké Tou Orphanet



(ORPHACODE-ORPHANUMBER) oTi¢ 1aTPIKEG YVWUATEUTEIG, TICTOTIOINTIKA

Kdl

BeBaiwoelg  TOU  xopryouvial OTOUG TTOAITEG, TTPOKEIMEVOU  va

miaToToinBouv avrioToixa améd 1a KE.M.A. Tou IKA — ETAM, cag eVHEPWVEI

yla Ta TTApaKAaTw:

¥

To LY.IN. oxedidler oe ouvepyacia pe 10 Ymoupyeio Yyeiag, 1a
vOOnAeuTIKG 10pUpaTA, TOUG IATPIKOUG OUAAOYOUG Kal  TOUG
oUAOyoug acBevwv pe Zmdvia Noofuata - [laBroeig, oeipd
NUEPIGWY yia TNV ETINOPPWICT TWV IATPWV KAl TWV ETTAYYEAHATIWV
uyeiag Tou EXY Kal Tou IBIWTIKOU TOMEQ.

H mwp6oBacn otnv MUAn evnuépwong tou Orphanet yivetal peow

NG nAekTpovikiig SietBuvong: www.orpha.net kai atnv EAAQVIKG

MoAn e10680u: http://www.orpha.net/national/GR-EL .

MNa 11 peTagpdoelg ota EAANVIKA Twv TEPIAYEWY HE TTANPOPOpIES
yia Zmdvia Noorjpara — MaBrgeig Ba avarTuxBel ouvepyaoia pe
ZUAOYoug aoBeviv Kal dAAoug @opeig, €Tol woTe va OoBEl
TPOTEPAIOTATA OTIG TTABNTEIG TTOU EXOUV dlayvwaoBei oTn Xwpa Hag.
Me Tov TpOTTO QUTO a@’ evoc Ba OIEUKOAUVBED n evnuépwon Twv
TaoYOVTWY Kal Twv ETMAyYEAHATIOV uyegiag kal a@’ eTépou Ba
Kataypa@ei dueoa kai Ba eival diabéoipog o kwdikdg katd Orphanet
(Orpha number).

EvdeikTikég TPpOTTOG avalnTnong: Ao TNV KevipiKn oeAida
Tou Orphanet (www.orpha.net ), yiverar avalitnon  Hiag

aoBéveiag pe TO OVOPd TNG N ME Hia AéEn kA:idi (Access our
services : €l0AyeTal TO OVOMA TNG AOBEVEIAg). ZTNV OUVEXEIX
avoiyel gia véa ogAida otnv otroia Ba etmmiAeyei ard pia miBavh
AioTa aocBeveiwyv (TTou £xel dwoel n avalfrnon), n aoBéveia
TTOU eVOIOQEpEL

ItTnv emopevn oceAida Tou avoiyer PBpiokovrar OAeg ol
TTAnpoopisg yia ™mv CUYKEKPIHEVD agBéveia

cupTtrepiAapfavopévou kal Tou Orpha number.

Karémyv twv avwrépw 10 LY.IM. cionyeital oTigc appoddieg
utrnpeaiec Tou Ytroupyeiou Yyeiag, evowel TG Eupwrraikig Huépag

Eopraopot twv Imaviwv Mabnoewv oTtig 28 Pefpouapiov, va



EVNUEPWOOUV  OYETIKA é;\oﬁg TOUC  ETTOTITEUOMEVOUC  (QOPEIG
MpwTtoRdBuiag kai AsutepoBdBpiag TepiBaAyng Kal @povTidag UyEeiag,
TpOKelévou  oOf  laTpoi  Kai o1 gTayyeAparieg  uyeiag  va
guaioBnToTroiNBoUv OYETIKA e TIG TPOoo@PepOueveg amo 1o LY.IT.
utnpeoieg kai Tnv aflomoinon Tou Orphanet ota Bpara oy agopouv

ota Zmavia Noorjpara-laénoeig.

Kaénynrg Kwv/vog Togufidkag

EvZdpoAloyiag kai Kuttapikrg
Aerroupyiag LY.I1.

__EBvikn ZuvTovioTpia
Orphanet




