IYMNEPAZIMATA TH:X HMEPIAAL TOY KPIKOY ZQHZ «KAnpovoukd MetaBoAkd Noorparta:
Awadopetikég Adpetnpieg-Kowvol Ztoxow ABrva, 13 Anpiiiov 2019

EuxaplotoUpe Bepud OAOUC TOUC CUMUETEXOVIEC TIOU OUVeTEAecav otnv emituxia tng Hpepidag kot
Wolaitepa tnv K. Aotpwid ZKapmaAelou TOU ME TNV AUEPLOTN CUMMOPACTACH TNG O OAA TA oTAdLA
Bonbnoe va femepaotolv TO TPOKTLKA TPpoPARUata TNG €€ amMOOTACEWG opyavwong tng nuepidag.
Eniong moOAAEG euxoploTieg OTIG €Talple¢ MOU oTABNKAvV TOAUTWIOL Xopnyol wote va elval ebkti n
npaypatomnoinon tng nuepidag ntot Medihub, Biomarin, Sanofi, Sobi, Nutricia, Medella.

Akouoape TIOAAG evlladEpovta Kal XProLUa KOl EUXAPLOTOUE TOUG OMANTEG KOl TOUG OUVTOVLOTEC TTOU LUE
TIG MAPEUPACEL TOUG OUVETEAECAV OTNV EMLTUXiA TNG NUEPLSAC. ME yvwpova TNV EVEPYO GUUETOXH TOU
akpoatnpiou otlg oulntroelg evtog Kal eKkTO¢ NG aiboucag ntav ¢avepd oOtL BprAkav amnixnon to
MNVULOTA TTOU TIEPACTNKAV OO TLG TIOAU EUNMEPLOTATWHEVEC TTAPOUGCLACELG TWV €lONyNTwV. A TEXVIKOUG
Aoyouc Sev Nrav ediktn n {wvravr petadoor aAld ol BLvteookomnUEVEG OALEG lval avapTnUéVEG oTnV
LotooeAida.

Ytnv elonynon «KMN: Inuepvég Suvatotnteg», And tnv K. Avaotacia IKoU o 0KOUOTNKAV Ol AALOTWEELG
npoodot otn Stdyvwon Wolaitepa pe TG €€eAEelg NG LOPLOKAG YEVETIKAG (LOPLOKE QVAAUGH EMOUEVNG
VEVIAG HE MEAETN OKOUN KOl OAOKANPOU TOU yoviSlwpotog yla avalnitnon Sldyvwong adldyvwotou
aobevn). Toviotnke wg MpoUMOBecn, Ol HOPLAKEG OQUTEC UEAETEG va  EKTEAOUVTOL OE TILOTOMOLNUEVO
£PYQOTAPLA KOL TA amoTEAEopATA Vo eppnvelovTal Pe Blaitepn mpocoxn mpog anoduyr AavOaouévwy
CUUTEPAOUATWY. AvadEpBnKav oL onUAVTIKEG e€elifelg otnv Bepameio Kot pe LEANOVTLKY) TIPOOTITLKY TV
oplotikn Bepameia twv KMN. Xappdouvo véo Atav n amodktnon véwv opydvwv oto IYM mou Ba
Kataotoouv akplBéotepo to EMMEN EBvkd Mpoypappa MpoAnmrtikol EAéyxou Neoyvwv (screening).

«KMN: H petafaon anod tov modiatpo otov Latpd evnAikwvy», H petdfacn amotelel Slaitepo Kauto
MPOBANUa yla Toug eviAikeg aoBeveic pe KMN ylatl ta voonpata eivatl moAAd kot SLodpopeTikA Kal To
KUPLOTEPO, Oplopéva Yapaktnpilovtal amd Papleé¢ petaBollkég amoppuBuicel mou pmopolv va
otolyioouv TN {wn tou acBevn. OL TTEPLOCOTEPOL LATPOL EVNAIKWY OTEPOUVTAL TNV ATIALTOUEVN EUMELpia
Kol Ba mpémel va evBappUvovtal va aoxoAnBoulv pe autd ta voorpota. Eywve mapouaciaon tng dtadikaoiag
™G¢ HetdPaong amo tnyv K. Mapba ImnAwwtn. H k. Kwv/va Baclakakn repléypade mwg eival n petaBaon
otnV Mpagn ouudwva pe Stebvr) mpwtokoAAa Kal pe mapadelypa tn GAeypovwdn vOoo Tou evitEépou. Ano
TO oXOALa TTOU akolotnkav GAVNKE N aywvia OAwv yla TRV avaykn va UTTAPXEL OpYaVWUEVN uTtoSoun yLa
v petaBoon yo too KMN. EAidodopo sival to yeyovog ot otnv ABrva kat otn Oto/vikn Adn €xouv
gekvnoel mpoonabeleg o’authv TV kKatevBuveon. To 2010 SnuoupynBnke €8N opdda epyaciog amno tnv
Evpwnaiki Emiotnuovikr Etalpia yia tn MeAétn twv KMN (SSIEM) pe otdxo tnv evnuépwon Kal
ekmaidevon twv Latpwv evnAikwy yia ta KMN.

Xpriowa link:

http://ssiem.org/amp/about.asp

http://ssiem.org/amp/websites..asp

http://ssiem.org/amp/training..asp
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Ytnv ewonynon «KMN: NpokANOELG TG KaBnuepwvoTNTAC» AT TV K. OAya Mpaddkou emionuavOnkav ot
TIPOKANCELG TTou Ba TpEmeL va yvwpilel o maoyovtag aAAd Kol oL BgpAMOVTEC LATPOL KAl TV avaykn
ocuvepyaolag pe efetdikeupévo ota KMN Latpo. TETOLEG KOTAOTAOELG €lval 0 YAROG (avayKn eVNUEPWONG
tou/tng ouvtpodou, n yevetkn kabodnynaon, ot Suvntkoi kivbuvol tng eykupoolvng K.a), N eykupoolvn
(evnuépwaon kal umootnplEn avaloya Ue To voonua), n yévvnon, BnAacpuoc, spBoAlacpol, XELPOUPYLKES
enepPaocelg (evnuépwon tou avolobnaolohdyou cuvepyaoia pe el8IKA TTPWTOKOAAQ), TO OXOAELD, ElCaywyn
OTO TtAVETILOTAMLO, To Ttafibla/Slokomég (otnv emAoyr] tou Tpooplopol va mpoPAedBel n Suvatotnta
neplBaAng oe mepimtwon amopplBuLONG) , Ta maptL k.a. Eival eppavég otL n Lwn tou acBevolg ue
MeTaBoAkd voonua eival plo ouvexng oslpd omd SoKLUAGCLEG Kal TIPOKANCELG TNV Kadnueplvotnta tou. H
yvwon twv duvntikwv Kwduvwyv Katl n ekmaidsuon elval KaBoploTikn ylo Tov acBevry oAAd Kot yla Thv
OLKOYEVELD Kol yla To meptBarlov tou. Xpnotwuo link pe eldIkd MPWTOKOAAQ ylo TNV QVILETWIILON
enelyovowv katootdoswv http://www.bimdg.org.uk/site/guidelines.asp

«KMN: KAWLKAR KoL YEVETIKN €TEPOYEVELA —TO TaPAdelypa TNG PKU» H KALWVIKN KO YEVETLKN ETEPOYEVELQ
elvatl yapaktnpotikd twv KMN kat Ba mpémel mavia va Aappdvetoat unmdyPn otnv KAWLKN €KTipnon.
Juudwva PE TNV €oAynon Tng K. Aotpwildg IkapraAélou o emumoAacpog tng PKU mapouoialet
afloonpuelwtn yewypadikn mowkilopopdia. H évtovn yevetikn etepoyévela tng PKU odeiletal otov peyaio
0plOpd twv maboyovwy petallaywv tou yovibou PAH (>1000 PAHdb, http://www.pahdb.mcgill.ca kot

PAHvdb, http://biopku.org), otov peydlo aplOud Sadopetikwv cuvduaouwy etepoluywTtiag (otav ot

yoveic tou maoyovta p£pouv §U0 SlodpopeTikég LETAANGEELS) Kal OTIG SLOPOPEG OTNV KATAVOUI TWV KOWWV
MeTaAAOYyWY HeTAEU €BVOTATWY N YewYpadIKWY TTEPLOXWV. YIAPXEL APPNKTN ALTLOTNTA KETAEY TWV TPLWV
erunédwy tou alvotumou: o eVvIUULKOG davoTtumog (n Spaoctikdtnta Tou eviUpou mou petaBoAilel tnv
dawuralavivn), kaBopilel To petaBoAkd dawvotumo ( ta enineda tng pawvulaiavivng) Kot o HETOBOALKOG
dawotumog kabopilel Tov KAWVLKO datvoturo (Tig KAWVIKEG ekdnAwoelg). Kal ta tpia emineda emnpealovral
ano tn Bepamnevtikn mapéuPacn, dnAadn amnod to mePLBAANOV — 0 KAWVIKOCG Kol 0 HETOBOALKOG HaLVOTUTIOC
ano tn dlatta kal o ev{upLKog amo tnv Beparmeia pe BH4 og 6ooug aoBeveig avramokpivovtal og autr. H
ouvnong tafvopnon twv gawvotunwy tng PKU Baoiletal otig TIpEG phe alpatog ektog diattag (kKAaootkn
dawulketovoupia, Ama dalvulketovoupia kal Ao urtepdatvulalavivaipio). Ano Tic LeAETEG GUOXETIONC
TOU YOVOTUTIOU L€ ToV avOTUTIO 0 Yovotumog tnG PAH (oL petdAAatelg) daivetal otL amoteAel tov Aoy
KaBopLOoTLKO TtapdyovTa yla Ta enineda phe aipatog oe eAelBepn Slatta, CUVENWG KAl yLa TNV GOLVOTUTK
nowklthopopdia  (Stadopég ot KAWIKEG ekdnAwoelg). Qotoco, €xel mapatnpnBel va epdavifouv
SladopeTikng BaputnTag KAWLKA €KOVO acBevelc pe TG (Bleg METAANGEELC, OKOMA KL AV TIPOKELTOL YL
abéldla amo dloug yovelg. TMa Tig Sladopeg otn oxéon yovotumou-dpalvotumou daivetal 0Tl cuvteAouy
aM\oL mapadayovteg yevetikol N meplfariovtikoi, kaBwg kal BLoAoylkol TapAyovieg OMwWG OTOWMLKES
S10.pOPOTIOINCELG OTNV OPYOVIKH ASITOUPYLO. ZUUMEPACUOTIKA, cUUbwWVA e ToV Tiepidnpo Scriver, og éva
voonua oav tnv PKU mou evw eival mMoAU yvwoTto Tapapével TEPUTAOKO, N oUVEXLON TNG UEAETNG TOU
yovibiou PAH Ba avoifel véoug opilovteg otnv e€ATOULKEULEVN BEPATIEVUTIKI TIPOCEYYLON TOU, TOCO LE ThV
gloaywyn VEwv Beparmelwy, 600 Kal Pe TN PeAtiwon tng MaAaloTePNC aAAG TTAEOV OTTOTEAECUOTIKNG HEXPL
Twpa Beparmneiag, TNG SLALTNTIKAG AywYNG.

«Nwg givae va Zetg pe KMN» To vo akoUyovTal Kal Vo LoLpalovTol Ol EUMELPLEG TWV TTACKOVIWY Kol TWV
OLKOYEVELWV TOUC €lval LLaITEPA CNUAVTIKO KAl XPNOLUO OXL HOVOV yla TOUG TIACYXOVTEG OO MOPOLOLES
nadnoelg aAAA Kol YLt TOUG EMAYYEALATIEG UYLl yLOTL N KABNUEPLVH QUTOSLAXELPLON TN KATAOTAONG TOU,
Slvel otov aobevr) povadikn e€elbikeuon otn dpovtidba vyeilag Tou mMou eival XpAoLUN OoTov OXESLOOUO
ouoTnUAatwyv vyslag. Ol paptupleg mou akoloTNKAY yla To Tw eival va Zetg pe KMN nTtav ouykKAOVIOTIKEG
Kol Epepav otnv sTLPAveL ylo pila akoun dopd Ti¢ Slaitepeg avaykeg katl poBAnuata nepiBaing twy
acBevwv pe KMN. H k. lwdvva MNaAka, mtacxouvoa and Qawulketovoupia (PKU) mepleypalde tig dlaitepeg
SUOKOALEG TNG gyKUOOUVNG Adyw NG ovtotntag tng Mntpkng @awuiketovoupiag (MD). Ztnv MO, to
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£uBpuo bev kAnpovopel tnv madnon PKU aAla emedn n dawvuAdalavivn oto aipa tg pntépag dlamepva
Tov mMAakoUvTa Kal Pmaivel otnv KukAodopla Tou guPfpuou, otav ta emineda tng doatvulaAavivng ival
uPnAd mpokahovvtal BAaBeg oto EuPpuo  (Hikpokedalia, kaBuotépnon avamtuéng, Ouyyevh
kapSlomaBela, Sucopopdleg Mpoowmou Kol vontikn uotépnon). Na To AOyo autd TPOKELUEVOU va
QUITOKTHOEL UYLEG TSl emIBAAeTAL N TAOYOUOO UNTEPA va akoAouBrosl auvotnpn Slatta pe ocuxvoug
g\éyxoug og OAn TN SLAPKELA TNG EYKUMOOUVNG Kal Tavta Pe tnv kabodnynon éumelpng SlattoAdyou Kot
ouvepyaocia pe e€elbikevpuévoug Latpous. H k.MaAa e€€dpaoe dlaitepn euyvwpoouvn yla TNV EUMELPN
KaBodnynon Kol QuUEPLOTN OCUUTOPACTOCN TNG K. 2ZKAPMOAE(OU OTO SLALTOAOYIKO OKEAOG TNG
napakoAovBnong. Asite tnv mAnpn neplypadn tng K. NAAAAC.

ATO TtV paptupia Tou K. Mdplo Bakavad, Mpoedpo tou KumplakoU XuAAoyou AcBevwv pe KMN «AZMIAA
ZOHZX» kot yovéa mawdlol pe yhoutapikn ofoupla tumou 1, ddavnkav ol WSlaitepeg SuokoAisg To va (el og
Xwpa Xxwpig KAWVIKO Latpd pe e€eldbikeuon ota KMN Onwce sival n twplvr mpaypatikoétnta oty Kumpo(!)
Aeite TNV MANpn neplypadn k. Bakava.

«0 AOyo¢ TOU ylatpoU Kal n onupacia tng evOappuvong Kat tng MPOTPOTNG: TL & S6ACKOUpE» e
£LONyNTN TOoV K. Xproto Alovry, amnod Toug MPWTOMOPoUC oTa BEUATA OXECEWY TWV EMOYYEAUATLWV LYELOG Kal
aoBevwv otnv EAAGSa. OAoéva yivetal mapadektd otn Stebvr) BLPAoypadia OTL UApXOUV HEYAAA KEVA
oTNV LATPLKN EKMaibeuon 6cov adopd TNV QVILLETWTILON TOU aoBevr), n avaykn €0Tiacng otov acbevr Kat
oTLG TPooSOKIEG TOU, OTNV evouvaiobnon Kol oTn CUUITOVETIKN dpoviida aAAd Kal oTnv mapakivnon Tou
aoBevr. H mpaypatikotnta autn eivat Wblaitepa mpoBAnUaTKn ylo Toug aobeveig e «SUoKoAa» xpovia
voonuata onwe sival ta KMN mou 8gv elval pévov omavia aAlAd Kol AyvwoTto oToUuG TIEPLOCOTEPOUC
LatpolC. Amo tov K. Alovr) emuonuavonke n peyain onuacia tou dimtuyou ekmaidevucon oe cuvaptnon Ue
TLG TTOALTLKEG Uyelag. Oa mpémel va 600el épdaon otnv Mpomtuylakr eknaibeuon, W8laitepa o Bépata nmou
adopolv TNV emikowwvio pe tov ooBevh, Tt oupmovetiky ¢poviiba kol tnv evouvaicBnon, TG
) UXOKOLVWVIKEG KOl UTTOOTNPLKTIKEG TAPEUBACEL; OTOV 0.00EV] KOl OTNV OLKOYEVELO TOU, TIOPAAANAQ UE
TIOALTIKEG UYelag yla TNV avamtuén plag aAANg KouAtoUpag OTLG UTINPECieg uyeiag kal mpowBdnong pLog
OUCLOOTIKNAG HETAPPUBULONG TIPOCAVOTOALOUEVNC OTNV OLKOYEVELA KoL OTnv  Kowotnta. [livovrtal
npoonaBeleg To SOypa «yLla Tov agBevr» va aviikotaoTtaBel amo to «pe Tov acbevn». T0udwva UE TOV K.
Awovn) elvat avaykaio n MOY va npocappootel yla tnv EAAGda kat va otpadel mpog otnv oLKoyEVELA Kol
OTOV OLKOYEVELAKO LATPO.

Me tnv eloffynon tng K. Akatepivng Nopibou «Adpateg avamnnpieg, opatég SLAKPIoEL Kot n «oAAayn
napadeiypatog» yla ta KANPOVOMULKA UETABOALKA VOOHHATO» TPOCEYYLOTNKE TO BEUA TwWV SUCKOALWV
otnv afloAoynon g avamnpilag Twv macxoviwv omd Xpovia VOonuota Kol Ta Baclkd Sikalwpota
cUpdwWVA PE TO VOUO TIOU UMopoUV va emtteuxBolv e tnv epapuoyr) tou vopou. Z0udwva Le to apbpo 28
TOU JUVTAYHOTOG, OL YEVLKA TIpaSEKTOL KavVOVEC Tou SleBvoug Sikaiou, kaBwg kat ot diebveic cupBaocel,
amod TV ENKUPWON TOUG HE VOUO Kal Tn B€on Toug og LoV ocUUdwva e TOUG OPOUG KOBEULAC, amoTeAOUY
QVaTOOTOOTO PEPOC TOU ECWTEPLKOU EAANVIKOU Sikaiou Kol UmepLoyVouy amo kabs alAn avtiBetn didtagn
VOLIOU. IXETIKA HE Ta avBpwriva Sikatwpata avadEpBnkav ol CUUBACELG UE VOULKT) SEGUEUTIKN LOXU Kal
eldkotepa 10 MEK (N.4074/2012) Kupwon tng TUUBAoNG yla Ta AlKALWHATO TwV ATOPWY UE Avamnplieg
(mou umeypadn to 2007). 2to OEK ocupmepllappavetal to link pe to Eyxepiblo yia BouAeutég https://
www. un. org/ development/ desa/ disabilities/resources/handbook-for-parliamentarians-on-the-
convention-on-the-rights-of-persons-with-disabilities.html. 20udwva pe to N. 4488/2017(apBpa 59 £wg 74:
KATEYOYNTHPIEZ — OPTANQTIKES AIATAZEIZ YAOMOIHZIHE THI 3YMBAZHZ), oto apBpo 60 UTAPXEL AKOWN
gUpUTEPOC OPLOMOC TWV ATOUWV UE avamnpla, Omou yivetal pnt avadopd otnv «alAnAemidpacn e
Sladopa epnodia, 16iwg Beopikd, meplBaAlovTika 1 eunodla KOWWVIKNG CUUTMEPLPOPAC» WG CUOTATLKO
oTolelo tng avamnnpiag. ¥to 6 apbpo 61 map. 1 StaknpUooeTAl WG YEVIKN uTtoxpEéwaon KAGE duatkol n



VOULKOU TIPOCWIIOU VO améXouV amo SLaKploslg o BAPOC TWV ATOUWY UE avamnplo Uo TNV MAPATTAVW
gupseia évvola.

XpAowa Links:

http://www.ohchr.org/EN/Professionallnterest/Pages/CESCR.aspx

http://www.ohchr.org/EN/PublicationsResources/Pages/FactSheets.aspx

(avaAuon tou Sikalwpatog otnv vyeia)
http://www.ohchr.org/Documents/Issues/Women/WRGS/Health/GC14.pdf
http://www.refworld.org/docid/4538838f0.html
http://www.ohchr.org/EN/PublicationsResources/Pages/FactSheets.aspx

Emeldn ta epappoopa pEtpa pmopei va dtadépouv amod kpatog os kpdtog, n YA tou OHE avéntuée éva
peBodoloyiko mAaiolo pe deiktec: “Report on indicators for monitoring compliance with international
human rights instruments” (HRI/MC/2006/7), mpoowtd http://www.ohchr.org. Akoun OpwWG Kol HE

TIEPLOPLOUEVOUG TTIOPOUG UTIAPXOUV UTOXPEWOEL AMESHS edappoyng: e€aodalion tou SKalwUATOg oTNV
vyeila xwpic Stakpioelg, avamtuén edikng vopobeaiag kat mAavwy §pdong. lotoplkng onpaciag anddaon
yla OTIAVLEG TTABNOELG

https://books.google.gr/books?

id=lyo3CwAAQBAJ&pg=PA105&Ipg=PA105&dqg=special+rapporteur+on+rare+diseases&source=bl&ots=fa-
VZwa9BQ&sig=ACfU3U2Uuel2rnX1Xz0lcZA_vSwp62D0XA&hl=el&sa=X&ved=2ahUKEwjU2azvusXhAhVmwc
QBHS_VAXk4ChDoATAGegQIBhAB#v=onepage&q=special%20rapporteur%20o0n%20rare
%20diseases&f=false

Tnv Huépa Inaviwv Madnoswv 2019, NY 21.2.2019 NGO Committee for Rare Diseases €ywve £kkAnon yla
TNV EVOWHATWON Twv onaviwv mabnoswv otnv moAtiky 6nAwon tou OHE yia tnv KaBoAwr Yyslovouikn
KaAupn (UHC), pa Alaknpuén tou OHE yia tig omavieg mabnoelg pe NMOAITIKEZ AEZSMEYZEIZ: OMAol yia évav
KOl €vag ylo OAoug: Kavévag otoxog Oev €lval TO CNUAVIIKOG amo Tov AAAov KL OAol Asltoupyolv
OUUITANPWHATLKA YL OAOUG TOUG AAAOUG. AKOUN, ETLONUAVONKe amo tv K. Nopidou oOTL ot flwaotpol otoyol
QVATTUENG YL TIG OTIAVLEG OB OEL SeV UIopoUV va emteuxBolv Xwpig TNV evepyo Tieon amod cUAAGYOUG
aoBevwv kat MKO. Ta Tig ondvieg mabrnoelg o poAog Twv cuANOYwv acBevwv kot MKO eival SumAog: Oa
TPEMEL v 0.oKNOel Ttieon oTig KUPEPVAOELC WOTE OL oMAVIEG TABNOELS va cUUIEPIANGOOUV OTIC TTOAITIKEG
Kall ToV IPOUTOAOYLOMO, ME TN ouvnyopia otn Stebvr kovdtnta yla Ta BEpato Twv oTtdpwy mou {oUVE Ue
onavieg madnoelg (otn levein WHO UNESCO k.a.otn Néa Yopkn UN). H «oAAayn mapadsiypatog»
cuvioTatal oTo OTL OL OTIAVLEG TIOONOELG TIPETIEL VA AVTIUETWIILOTOUV W¢ Bpa avBpwnivwy SIKOULWUATWY
Kal dnuoaotag uyeiog

https://www.ngocommitteerarediseases.org/wp-content/uploads/2018/05/NGO-CfRDs-Submission-The-
Right-to-Health-in-Rare-DiseasesFeb-15-2018.pdf

«Motonoinon Avannpiag otnv EAAada. O véog E.M.M.M.A.» Ocov adopd TNV MPAYUATIKOTNTA OTNV
EMada, amnod tov k. Kwv/vo KuplakomouAo PEAOG TNG EMLTPOMNG yla TnV Tpomomnoinon tou E.M.M.M.A
(Eviaiog Nivakacg yia tov Npocdloplopol tou Mocootol Avamnpiag) 800nkav XpAolUEC SLEUKPLVAOELS yLO
TO V€O Tpomomnotnpuévo EMNMNMA yia ta Imavia Noonpata. JUpdwva pe Tov K. KupLlakomouAo, To £pyo TNG
ElS1kn¢ Emuitpomig ATav o kaBoplopog pe ekatootiaio avaloyia, yla dAouc toug AodaAlotikol dpopeig kal
To Anuoolo, os Eviaio Mivaka Mpoodloplopou Avarmnpiog, Tou MNA mou cuvendyetal kaBe nadnon i PAARN
N owpatikn N Yuxkn e€acbévnon, A N cuvduacpévn epudavion TwV avVWTEPW, KABWE KOl OL UTIOTPOTIES
outwy. OMOLOSHTIOTE UELOVEKTNO TO OMOoLo TPOEPXETaL amd opyavikr, Wuxikn f Asettoupytk Slatapoyn
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Kal Teplopilet A epumodilel tnv ekMARpwon evog poAou mou Bewpeital GuGLOAOYLKOC yLla TO ATOUO O OXEoN
UE TNV NAKLA, To GUAO KL TIG LOXUOUGCEC KOLWVWVIKEC KoL TIOALTIOWLKEG TIOPAUETPOUG. MEePIKA amd Ta OTIavLoL
voonuata mepthappavovtal otov E.M.M.M.A. kot €xouv KaBoplopévo eUpog mpotewvopevou MA. Ma ta
umtdhoua xpelaletal xpovog, wote va taflvopnbouv kal va mpotabel, ylia ta ocuvnbéotepa €€’ autwy,
OUYKeKpLUEVOo Mooooto Avamnpiag. Ewg Tote, ya tnv afloAdynon tng avamnpiog Ba mpenel va mAnpouvtat
Ol TTaPaKATW TPOUTIOBLCELC WOTE va Yivel katavontr N OLATEPOTNTA TOU VOCHUATOC Ao TOV LATpO TOU
KEMA: A) O swonyntikog dakelog va €xel kwdiko Orphanet o omoiog va daivetal kot otnv anodacn Twv
erutponwy. B) Mpémel va €xel oupumAnpwBel amod Kévtpo 1 edikd LoTpd yvwoTn Tou VOCHUATOC Kol val
TIEPLEXEL TOL OTOLXELOL TIOU TEKUNPLWVOUV TN Stdyvwon Bdosl twv dedopévwy tng BiBAoypadiog kat TG
Orphanet, pe avaAuTikn mapAaBson EpyaoTnPLOKWY EUPNHUATWY, KAWVIKA Ttieplypadn, €EALEN TG vOoOU Kal
Beparmneutikn aywyn. . O mpoodloplopdc tou M.A. va eaptdtal amno to eninedo Paputntac, mou ot BAARES
KOL Ol EMUTAOKEG TNG VOOOU €X0OUV EMLPEPEL OTA EMUPUEPOUG CUCTIUATA TOU OpyaviopoU, Aappdavovtag
UTIOYIN TA XAPOKTNPLOTIKA TWV OTIOVIWV VOONUATWY (0TNV TAELOVOTNTA TOUC YEVETIKWG KOBOopLopEVWVY Kall
g€ehlooopévwy) Kal mpoaotiBetal to M.A. avaloya pe TG emutAokég. 2to QEK 8 Maiou 2018/ B Ap.dD1560
daivetal n avikataotoaon tou Mivaka MNabroswv mou xapaktneilovial pun avooTtPEPIUESG KAl yla TLG
omoleg n Slapkela avamnpiag kabopiletal em’adplotov. H MPpwTn UYELOVOULKA Kpion Twv acBevwv e
omavia madnon Ba £xeL Sidpkela 5-10 €tn. Itn SeUtepn Kpion, 6ca Kpivovtal pn avaoctpéPipa (oamd
TAsUpAG SuoAettoupyiag Kol KAWLKAG onpelodoylog) kat pe Bapvutnta M.A. 67% kol avw Kpivovtal
en’aoplotov (ed’opou Lwnc kpion).

Yto MEK tn¢ 31 AskepBpiov 2018 OEK 5987/31.12.2018 pvnuovevovtal yla mpwtn ¢opd o EexwpLlotod
keddAato (20.1) ta Evdoyevr) MetaBoAikd Noonuato oto moapdaptnpa 20.2MNANIEX NAGHIEIZ oe)N. 70759-
70763. Zuvetéleoe o'auto o KPIKOZ ZQHZ mou cuvepyAOoTNKE LE TNV ELOLKNA ETLTPOTIN.

Aeite to OEK pe ta NA twv KMN otnv LotoceAida pag.



