EZ. ENMEITON

EAAHNIKH AHMOKPATIA @soocalovikn, 07.04.2013
ANOKENTPQMENH AIOIKHZH

MAKEAONIAZ - OPAKHZ

FENIKH A/NZH EZQTEPIKHZ AEITOYPTIAZ

A/NZH AIOIKHZHZ Ap. Mpwrt: 23657

Tax. A/von : T. Owovouidn- Kad. Pouoibn 11
Tay. Kwdwkag : 541 10 nPOZL:

NAnpodopieg : Avtwviog Matolardg Anpoug Amo KEVprHéVnC Awoiknong

TnAépwvo : 2313309206 MakeSoviag — Opakng (pe v mapakAnon va

" R — EVNUEPWOOUV TOUG OPELG TNG XWPLKNG TOUG
appodLotnTag)

E-mail : apats@damt.gov.gr

KOIN. :

1.TpApata  Alokntikol  OLKOVOULKOU Nopwv
Arokevipwpévng  Aloiknong Makeboviag
OpakKng.

2. TpApa Tor. Aut/ong & N.M.A.A. Kopotnvig

OEMA : « Evpépwon OXETIKA BE Zravia Noonpata — MadNoELS ».
IXET. : H pe apo. Y1/r.M.0k.15906/17.02.2014 eyKUKALOG TNG Mevikng A/vong Anpdorag Yyeiag &

Nowdtntag Zwng Tou Yroupyeiov Yyeiag (AAA: BIEBO-86A).

SAC EVAHUEPWVOUME OTL OTN  «AIAYTEIA» éxel avaptnBei n avwiépw OXETIKN
EykUKALOG TOU Yroupyeiou Yyetag, mou avadépetat oTo QVTIKELEVO TOU BEPATOG, YLo SLKN
GaC EVNUEPWON KOL AVTIOTOLXEQ EVEPYELEG.

Emiong oag EMOUVATITOUMPE TO urt' apBu. 143/14.01.2014 éyypado TOU

lvatitouTou Yyeiag NMaudlov (LY.MN.), to oroio avadEépeTatl evidg TG avwTEPW Eyku KALOU.

Me evtolr Mevikou Mpappatea ATtokevTpwiévng Aloiknong

Makedoviag - Opakng
H Npoiotapévn TpAuatog Tor. Aut/ong kat N.T. N. Oeocoalovikng

AMOKENTPOMENH AIQIKHIN
MAKEAONIAZ - OPAKHI
FEN. AIEYQYNIH EZQTEPIKHE AEITOY
AxpiBégavriypa
M.E.T.T.
H MNpoiotapévn Mpappareiag kas

racwapidng Kwv/vog

TE Aioik. - Aoy1oTIKOU
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MPOZ YIMOYPIEIO YTEIAZ L@ 37
ApiaTotéloug 17

1. pageio Yroupyou Yyeiag KUpiou Z1r. Ad. MNewpyiddn

2. 'pageio Youtroupyou Yyeiag kUpiou Avt. MTéla

3. pageio Yeutroupyou Yyeiag kupiag Z. Makpr

4. [pageio levikoU MNpappatéa kUpiou MeA. KaAAipn

5. Tpageio lev. MNpappatéa Anpodaiag Yyeiag kupiag Xp. MatavikoAdaou

6. [.A/von Anudaoiag Yyeiag kai IMoidtnrag Zwijg

7. A/von Anpéoiag Yyiewng f%

8. . A/von Ymnpeoiwv Yyeiag

9. A/von MpwroBdBuiag ®povridac Yyeiac @ é_

10.A/von Avdtrrugng Movadwy Yyeiag

Qépa: IXETIKG HE TV avayvwpio Thg fdong dedopévwy Tou
Orphanet,tnv emionun Bdon dedopévwy yid Ta Zravia Noorpara -
Ma8Roeig Kal TTedio ava@opdg Yia THY TOTOTToinNon Kl Kataypa®n

QUTWV Kal Tov pdAo Tou lvotitelTou Yyeiag Tou Maidioy

AapBdvovtac utr'dyn 1o vopo 4213/2013 (PEK 261/1. A/9.12.2013)
«[pooapuoyn NS £0VIKAG vopoBeaiag oTig diatdgeig g Odnyiag 2011/24/EE
Tou Eupwraikou KoivoBouhiou kai Tou ZupBouAiou g 9" Mapriou 2011
mepl  e@appoyAc Twv  SIKaWpdTwy  Twv  agBeviv  ato  TrAdicio  Tng
SIQCUVOPIAKAC UYEIOVOUIKAS TTEPIBaAWNG Kal GAAeg Siatdgelg» Kai EI0IKOTEPA
10 GpBpo 24, TTou GPopd oTa Imdvia Noorjuara — MaBrioelg, aTo oToio yiveTal
OUYKEKPIPEVT avapopd aTtny avayvipion Tou Orphanet wg Baong dedopevy
kol Tediou avagopdc yia TNV TIOTOTToNan KAl KATaypagn Twv ZTAviwy
Noonudrwy — MNaBrioewv.

T10 TAGioIo TNG eV Adyw BeoHIKAG pUBHIoNG, To IvaTiTouTo Yyeiag Tou
MNaBioU evnuepivel TIC appéddieg uTrnpeoieg Tou Ytoupyeiou Yyeiag yia Ta

akdAouba:

e H220 -

AT ANE

) s A Y Pt - A, PRI B T g PR e e - x LA 245 20 37
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E-MAIL: Inchildh@otenet.gr
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EPEUVATIKA £pya £V €EeAICEl Kai TIC opyavwaoel agBevv atn xwpa T1oug. OAeg
ot opadeg Orphanet akoAouBouly Tov 310 XxApTn TOIOTNTAG.
B) To lvotitouro Yyeiag tou Maidiou eivai o etaipog Tou Orphanet oe
EBviké emimedo (RARE DISEASE PORTAL2 Contract No.20091215 «kai
ORPHANET EUROPE Contract N0.20102206) Ztdx0g NG eAAnVIKrg opddag
eival N akpIBAg avTITTPOCWTTEUAN OAWY TWV EAANVIKWY OPaCTNPIOTATWY OTOV
Topéa Twv Zrraviwv NoonudTtwyv-Madrioswy. Autrh n cUPPETOX EXEl WG GTOXO
™ BeAtiwon g didyvwong, g Oiaxeipiong kai NG S1aBeaipoTnTag
TTANPOPOPILYV YIA TIC OTTGvVIeEG agBEveieG aTov eAAadIKO XWPO KaBwg Kal
BeAtiwon TG TPoCRacipdTNTAC avTioToIXWV TTANPOQOPILV aTTe  ToV
EUPWTTAIKS XWPO, TTPOS OPEAOS GAWY TwV eAAVWY aoBevwy KaBwg Kail Tou
K&Be emayyeAuatia uyeiag Trou dpagTnpioTroieiTal 08 QUTOV TOV TOHEQ ZT0
TTAQITIO TWV UTTOXPEWCEWY ToU Kal Tou pdAou Tou wg EBvikou Etaipou, 10
LY.M. akohouBwvrtag v Oiadikacia Tmou TpofAémerar  amo 1O
ORPHANET (standard operating procedure) :
¢ SUMéyel oToixela TTou agopoulv Ta Emavia Noorhuarta — Mabhioeig o
XWPa Hag Kal evnuepwvel cuatnuarkd to Orphanet.
e ‘Exel dnuioupynosl v EAAnvikr TMUAR eicédou otnv 10TogsAida Tou
Orphanet, Tpoo@époviag Gueon TAnpoeopnon via Toug EAANVeES

XPrOTEG.
lotétotrog ( hitp://www.orpha.net/national/GR-EL )

e 'Exel apxioel TNV PETAQPPAON TEPIAfWEWY HE TTANPOPOPIES YIa Ta
Tmavia Noorpata — [aBAceic ota EAnvikd o1 oTtroieg  eival
NAEKTPOVIKG TTPOCRACIHES.

e Bpioketal oe Blapkr emikolvwvia pe ZUAAOYOUG aoBeviv e ZTTavia
NooAuata — [MaBAoeiC kal OCUPPETEXEl OTRV EBVIKAR ZUVTOVIOTIKNA
Emitpotrd via Tig Zavieg Mabrocls.

M Ev Oyel TN oUVTAENG GXETIKAS KOIVAG UTTOUPYIKAG aTToQacng TTou apopd
oTI¢ SIadIKacie KaTaypaenig Kai ToToToinong Twyv Zmraviwy Noonpatwy -
MaBRoeIC Kal £KBOONG OXETIKAG EVMEPWTIKAG EYKUKAiOU atmmd 10 YTOUPYEIo
Yyeiag, 10 LY.M. o0 TWACicio Twv avWIEPWY dpaocTnpIoTATWY  TOU,
TTpokKelpévou va OieukoAlver Ty diadikacia autd, woTe va aQvaypaPovTal T

Fmdvia Noohuata — MaBhoeic pe Tov avriaromno kwdiké Tou Orphanet



EVNUEPLIOOUV  OYETIKG éAoQg TOuC  ETTOTITEUOHEVOUG POPEIg
MpwToRaBuiag Kal AguTepORGBHIag TEPIBAAYNG Kal ppovTidag uyeiag,
TTPOKEIHEVOY Ol iaTpoi K&l O gayveApaTieg  uyeiag  va
guaioBnToTToINBoUY OXETIKA HE TIS TPOCPEPOUEVEG QTGO TO LY.TT.
uTTnpEeoieg kai TRV aglotoinon Tou Orphanet oTa BEpata ToU aQopoUV

gra Trdavia Noorjpara-Madnoels.

KaBnyntig Kwv/ivog To/eéc_img Ap. E./

)
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Evp/?po)\oyiag kat Kuttapiknig
Agiroupyiag LY.
__EBvikr ZuvtoviaTpia
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