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2[TANIEX AZOENEIEX: BAZH AEAOMENQN, BIBAIOI PADIA KAI KAAYTEPES MPAKTIKEZ

€L81kOG Giulia Volpato.
(METATPA®H - KEIMENO BINTEO )

l'ela og 6Aoug, elpat n Giulia Volpato, avag@opd yla aoBevelc ota eupwaika Siktua avagopdg tng ERN SKIN.
Mpoed&pog tng EEC International P63 Syndrome Association. ELSLkOG o€ BEpata UTIEPACTILONG, LELWTIKOTNTAG Kal
BlonBkng.

ZApepa Ba aoxoAnBoupe TTIOAU CUVOTITIKA PE TO BEPA TOU SLKALWHPATOG OTNV UyEla Kat WG autd oxetidetal e TV
a€loTipEMELa KABE aTOPOU KaL, KAT' €TEKTAON, KABE TTalSLoU KatL KABe padntn.

Ziyoupa ta atdLd oag r) oL Habnteg oag £X0UV TIPOCTATEVCEL, TIPOOTATEUCOUV KAAG, TNV a§LOTIPETEL TOUG, TNV
eAeuBepla toug. Ag ipoomtabricoupe dpwg va KataAdBoupe padl mwg n uyela katavoeital KatL TpootateVeTaL O
SLeBveg emimedo. TN ouvéxeLa, Ba SoupE eTLoNG PLa cUVTOWN ETILOKOTINGN TOU SLKTUOU UTIOOTHPLENG yLa £0GG
TOUG YOVELG, yLa £04¢ TOUg SA0KAAOUG, yLa OAn TNV Ttopeia KATAPTLONG KAl EVNPEPWONG TIOU KATA TN yvwpn Hou
glval amapaitntn yLa va PpropEceTe va TipooeyyLloeTe To BEa TV OTTAVIWY A0BEVELWVY, TWV PLKPOTEPWV .

Ag &ekLvriooupe AOLTTOV P pla oUVToPn Ttapouciaon o€ oXEon PE To Sikalwpa otnv byeia oto SleBvég Aalaoto.

2T CUVEXELA N ELOAywWYr] 0T oTiavia acBévela. OTwg poava@epBnke, Sv Ba oag PAow PHOVo wg TIpOESPOG ToU
OUAAOYOU EKTIPOCWTIWY aoBevwyY, aAAd Kal wg acBevr|g o 18Log. MNa va apxiooupe va avtipeTwmi{oupe To
TPOPANUA pag, ag poomabricoups va kataAdBoupe TL onpailvel uyeia, Tt elvat to Sikaiwpa otnv uyeia, IOV
BAEmoupe To Sikailwpa otnv uvyela va ipootateVeTal.

Mpwta art' 0Aa PAEMoupEe 6w To ApBpo 1 Kat PeTd To ApBpo 25 Tng OKoUPEVLKNG Atakrpuéng Twv AvBpwTiivwy
AlkalwpATwy TIoU avagepeL «OAOL oL AvBpwTIoL yevviouvtal eEAeUBepoL Kat (0oL o€ a&LOTIPETELA KAL SIKALWUATA» |,
QauTO ToU ELTIWONKE TIpLV amod Alyo, «KAaBe atopo €xeL Sikalwpa og eminedo SlaBiwong eMapKeS yla va eyyunBet tnv
vyela kat tnv eunpepia, L8lwg 6cov aopd TNV LATPLKN TTEPLBAAYN Kal TLG ATapalTnTEG KOWWVLKEG UTINPECLEG, Kal
Silvel To Sikalwpa otnV acPaleLa oTo oTIiTL, o€ Ttepltwon acBévelag kat avannplag» .

Autd eival kpiotpo.
ETtopévwg, N OkoupevIKn Ataknpugn Twy AvBpwTtivwv Alkatwpdatwy pag Stvel T Baocn yla Tig EVvoleg Ttou Ba
SoUpe ouvtopa, SnAadr a&lompémela, EAeuBepla, aoPANELd, TTPOOTACLA, ATTAPALTNTEG KOWVWVLKEG UTINPECLEG, LYELa
Kat eunpepla.

MpoxwpdApe o€ £va TeEpaLTEPW SLEBVEG TTavopapa kal BAETToUpE o€ TIOoA £yypaga colyoupa Sev elvat OAa, aA\a
glval oVo we TTapAdeLypa ava@éPoupe e6W To TUvTaypa
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Tou Maykooplou OpyaviopoU Yyeiag tou '46, oto apBpo 1 tng Otkoupevikng Atakrpuing twv AvBpwriivwv
AtKalwpdatwy Tou €XoupE XaleéeL.

Atakripugn tou Zav Xoog, iowg Alydtepo yvwotr), aAAd e&§loou onpavtikr, n OLkoUPEVLKY Alakrpugn yLa To avBpwrivo
yovisilwpa.

Elval 6Aa tekpnplwon, ESw elval to teAeutato. Qg ek ToUToU, YpAPTnKe 0T SHAWon Tou cuvétage o OHE to 2022, n
oTtola avaEPEL KaL TIPOoTATEVEL PE akplBELa TOV OTtdvLIo aoBEVr) WG TETOLO OTNV TIPOKELPEVN TiEpLTTTwon. Katd
OUVETIELQ, PAETIOUPE OTL O SLEBVEG eTiTieS0, 0 EVPWTIALKO ETITIESO, UTIAPXOUV TIOAAEG VOULKEG BACELG TTOU
TIPOOTATEVOUV aKPLBWG TNV Lyela.

A¢ BupnBoupe OTL évag uyLng AvBpwTiog, €vag LYLHG SACKAAOG, EVag UYLNG YOVLOG, £va UyLEG Ttalst, twpa Ba Solpe
TOV 0pLOPO TNG UYELAG, ETILTPETIEL GTOV £QUTO TOU, OTOUG AAAOUG, PeyaAUTepn TtoldTnTta SLEACKAALAG KAL TOU XpOVOoU
TIOU QUPLEPWVEL OTNV TAEN, KATA CUVETIELA. JEYOAUTEPN KOLVWVLKN €vtagn.

Ag S0UpE AOLTIOV TWPA TO LTAALKO ZUvtaypd. ©@a avaAUoOUE TO LTAALKO TUVTaypa os oxeon pe SUo apbpa: To dpbpo
13, dpa elval auto Tou PAAEL, agopd TNV TIPOCWTILKY EAeUBepla Kal To ApBpo 32. Ag SOUE, AOLTTIOV, TIWG TO LTAALKS
oUVTaypa TIPOOoTATEVEL ETTLONG TNV UYELO TOU aTOPOU aTto KABe dmoyn amo autd.

Elvat anapaitnto va Bupdpacte Tiwe yia To LTaALKO KPATog, aAAA YeVIKA YLa TO EUPWTIALKO KPATOC TO KPATOG Sev
pTopel va tapaBLadel tn wr) Tou atopou. Autd oxetidetal Pe TNV anoucia emispaong tng eAeubeplag.

AG S0UE OPWE TWPA TL oNUailvel acBévela. YTIApYEL OPLOPOG TNG VOOOU; OXL. AgV UTIAPXEL EVAG EUPEWG KOLVOG OPLOHOG
TNG VOOOU. YTIAPXOUV TETOLEG EpUNVELEG. ETTOPEVWG e TOV Opo aoBEveLd EVWOOUE TNV aAAOLWGCN TNG YUOLOAOYLKNG-
YUXOAOYLKNG KATACTACNG EVOG OPYAVLIOHOU WOTE VA PELWVEL ] VA TPOTIOTIOLEL APVNTLKA TLG YUOLOAOYLKEC TOU
Aettoupylieg.

ESW AoLTtov BAETIOUHE TNV €WWOLA TOU «@UGLOAOYLKOU» , TN AELTOUPYLKOTNTA TNV €VvoLd TOU «SLKOU HOoU» |, TLG
(PUOLOAOYLKEG AELTOUPYLEG TOU Kal TIAVW art’ OAa uTtoypappidw pia oAAolwon TG YUCLOAOYLKIG KAl PUXOAOYLKIAG
Katdaotaong. Emopévwg, Pe Tov 0po acBévela Sev TIPETIEL VA EVWOOUNE HOVO KPUOAOYNHATA, TIOVOKEPAAOUG, avamnpLkd
Kapotodkia, aAAd To CUVOAO TWV SUCKOALWVY TIOU aVTLHETWTTL(EL TO TTalsi rj 0 HaBnTAg Pag o€ YUOLOAOYLKO Kat
YuxoAoyLKO eTiTieSoO.

Koltagovtag AoLtiov oto péANoV, ag SoUPE TWwPa av UTIApXEL OPLOPOG TNG UyELag yia TNV uyeta. Q¢ ek ToUToU, TO
avtiBeTo TNG aoBEveELag oNUAlVEL Pla KATAOTACH TIANPOUG CWHATLKNG, WUXLKNG KAl KOWWVLKNG gVEELag TTou Sev
ouviotatat poévo otnv amnoucia acbévelag ) avamnplag. H katoyr tou kKaAutepou Suvatou yeyovdtog uvyeiag elvat
Bepedlwdeg Sikalwpa kdbe avBpwriou.

AuTO glval to dpbpo 1 tou NaykdopLlou Opyavicopou Yyeiag. Tu pag AéeL AoLmtdy, Tt elval n uyeila yla tnv vyeia; Mpémel
Va EVWOOUE TNV TIAR PN CWHATLKY, PUXLKH KAL KOWWVLKN Vegla. Oa éAeya OTL To ox0oAe(o Kal n olkoyeveLa tat{ouv
BepeALWSN poAo o€ auth TNV TIPWTN SHAWOT. Z08£V0UpE, E08EVOUNE KL TIEPVAPE €va PEYANO HEPOG TOU XPOVOU ag
0TO OXOA€(O KaL PE TNV OLKOYEVELQ.

Katd ouvénelq, n mAnpéotepn €Vegia, N SWHATLKY, PUXLKH KAL KOWWVLKH LooppoTiia elvatl BepeAWSELG yla Tn
SLao@AALON TOU SIKALWHATOG 0TNV Uyeld. TNV TIPAyHATLKOTNTA, BAETIOUHE TIWG §€V onuaivel povo amouoia aocbeévelag
r avamnnplag, va eloat uyg. Mpémel va Stacaiidetal N cwWHPATLKr, PUXLKA KAL KOWWVLKH eunuepLa.

TL pEpVEL TOV PHaBNTN Hag P SUOKOALEG 1] pE avamnpleg kal TTPoBARUATA PE KATL TTIOU §€V PUTTIOPOUE VA SWOOUUE
amavTNon f yLa Toug Kabnyntég yati Kavelg Sev to €xel
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€€nyel? 1} kKATL Tou Sev PTOPOUPE Va AAVTCOUHE WG YOVELG, ylatl kavelg Sev pag to eEnyeL.

ErtavagEpoupe To TtaLst pag, Tov padntr) pag va ivat alst i pabntnig, oxt ma cOPTTWHA, aobévela, avannpla, KAToLoV
yla va Tov KopolSEPOUE, va Tov amotpEPoupE, va TIEPLOWPLOTIOLICOUHE OTAV BUPOHACTE KAl 0TavV TIPOCcTATEVOURE SUO
BepeAlwdn Stkalwpata Stkalwpa aglotpémneLag, 6ou o acBevnic, o HabntnAg, To Talsi Sev TpEMeL va avTiyeTwtidovtat
OTAWC WG AoBEveLa TIOU TIPETIEL VA AVTLHETWTILOTEL, AAAG WG ATOPO PE SUVATOTNTEG, LKAVOTNTEG, SIKALWPATA Kal

UTIOXPEWOELG.

A paBoupe AoLttov padl, wg SAoKaAoL KAl WG Yovelg, va TipooTiaboUpe va KOLTAPE TNV GAAN TIAEUPd, Va PUTIALVOUE OTn
B€on Toug, va PPovTI{OUPE KATIOLOV Kal KATL. AG TIPOOTIABACOUNE Va SOUKE TNV TAEN amd Tn OKOTILA AUTWVY TIoU TN
BLwvouv amod avamnpLlkd KApoTtodkL. AG TipooTtaBr)00ULE VA OKEPTOUE TNV TAEN amd autoug Tou T {OUV aKoUyovTag
KOL PN HTIopwvTag va Souv, ag TpooTiabrioouE Va OKEQYTOUKE To TAALOLO TNG TAENG PEoa amod TLg aloBroeLg ekelvwy TTou

(oWG PTTopoUV pdvo va Souy, va PNV JTIopolV va akoUCOoUV.

MpooTabrioTE VA OKEPTELTE €Va KOWWWVLKO OLKOYEVELAKO KELUEVO QUTWV TWV TIALSLWY, QUTWVY TWV Hadntwv Kat
TipooTabriote va kataAdBete, BEtovtag Tov auTd 0ag oTnV AAAN TIAEUPA, TIOLEG ELVAL OL ATIOHAKPUOHEVEG LKAVOTNTES
TOUG Kal oL SuvatoTNTEG TOUG. BAEOUPE TOUG paBNTEG pag kal ta taldLd pJag oav TatdLd kat oxL oav acBevela. MOALg
Bewpriooupe To Ttatdt pag otnv afLompEmeLld Tou, PTIOPOUHE TTLONG va TO TIPOOTATEVOOUHE CUPPWVA HE Eva BEPEALWSEG
Swkalwpa, TNV eheubepla. H eAcuBepla €xeL To Stkalwpa Tou kabevog va amoaocilel autdvopa o oxEon PE TO SLKO ToU
TIPOOWTIO N yLa AoyapLacpo Tou avnAikou kat Tou fonBoupevou atoépou.

Tt onpatver? ‘Ot av éva Ttalst ekppdoet Tnv adlabeoia Tou, TN SiKr) Tou SUGKOALY, aG TO AKOUCOUE, ag PTIOUPE otn B€on
Tou. MpoomaBoUpE va ToU SWOOUNE TOV XWPO APNG amo@acewy, KAVOVTAG TOV VA EKPPACEL AUTO TIOU £XEL OTNV
eAeuBepla Tou. H eheubepla pou TeAeLwvel ekel TTou apxidet n Skr oou. Aev BAoupe 6pLa otnv eAeUBEpLa TWV TTALSLWY
HaG Kat Twv Habntwy pag, yLatl Tpootatelovtag TNV apxr TnG aELoTPETELAG Kat TNG EAeUBepiag PTtopoUpE va Toug
€yyunBoUpe pLa KoWwVLKN Kadnpepvr (wn eunpeplag, Lodtntag Kat Evtagng.

‘Exovtag KAveL autriv tnv ToAU Pikpr) uttoBeon, Ba tnv avapépw POVo yLa eVNPEPWOT, KAl otn cuvexela Ba SoUpe oto
EMOPEVO PABnua Tola elvat ta Beopika Siktua Tou Ba oag uttootnpl&ouv Kat Ba cag avaPePOUV 0ToV KOGHO TWV
OTIAVLWVY ACBEVELWV.

ESw BAETIOUPE TO AOYOTUTIO TOU LTAALKOU YTIOUPYELOU YyELaG, TTIPOPaVWG yLa KABE Xwpa Kal yLa KABE EUpWTIAIKO KPATOG
Ba xpelaotel va avaAUOOUPE TLG KATEUBUVTAPLEG YPAHHEG TOU KPATOUG 0aG. MNa Tapddelypa, yia tnv EMGasa ba
avaAUOOUE TLG KATEUBUVTAPLEG YPAUEG, TG EVEELEELG KaL TOUG BEGHOUG TTOU UTIApYOUV otV EAAGSA.

Ma tnv ItaAla Stabetoupe To €BVLKO SikTuO OTIAVIWY A0BEVELWV TTIoU olyoupa PTIopEl va elval pla eEaLpeTikr agetnpla
€AV SeV UTTAPYXEL AKPLBWGE TO ONUELD EKKLVNONG YLO VA EXETE OAEG TLG TIANPOPOPLEG, TNV UTTOOTAPLEN KAL TLG TTANPOYOPLEG
Tou eival amapaitnteg T000 yLa €04G TOUG YOVELG 000 KAl yLa TOUG SACKAAOUG,.

To €BVikd S{KTUO yLa TLG OTIAVLIEG a0BEveLeg eSpeVEL TN Pwpn. MevvrBnke to 1998, poavwg cuvtoviletal amo to
Yroupyeto Yyelag, emkoupoupevo amd to Avwtato Ivotitouto Yyeiag, amo to omolo yevwrBnke to EBvikd Kévtpo
Imaviwy Nabroewv to '98, yevvrBnke To '98 péow €BVIKWVY oxedlwv Lyelag TTou elval ToTe avamtUxBnKe 0T CUVEXELA PE
TA CUPPWVA KPATOUG-TIEPLPEPELAC, ETTOPEVWG KABE MepLYEpELa oTn SLKN TNG. MNEPLPEPELAKO GUVTOVLOTLKO KEVTPO yla
OTIAVLEG A0BEVELEG KAL OTO OTIOLO UTIOPELTE VA ETILKOLVWVIOETE yLd TIANPOWOPLEG atd LATPLKY, BEPATIEUTLKN) Kal
StayvwoTtikn amoyn ya tnv avanyn euBuvng kat os eminedo oxoAkn g Evtagng. Mota epyaleia Pmopouv va sivat
XPAoLUa yla Toug gabntég oag;

Mota pmopet va elvat Ta Bondripata; Tt elvat ta Bondrjpata. MNwg va cupBouAeUoete Evav yovea va XpnoLpoToLet
BonBrpata yLa to Tatdl tou, yla va BEATLWOEL T SLEAKTLKF TIOLOTNTA TOU TIALSLOU TOU; OAEG QUTEG OL TTANPOYOPLES
pTIopELTe va Bpelte ota TEPLYPEPELAKA KEVTPA YLA OTIAVLIEG ACBEVELEG TIOU TIPOYAVWG CUVEPYALOVTAL PE TOTILKEG ETALPLES
vyelag, ota Ulss Twv SLa@opwv TEpLPEPELWVY TIOU lval Ttlong otnv uTtooTrpLér} 0ag, 0T CUVEXELA OTLG ETIOHEVEG EKAOYEG
Ba Seite avaAuTtikd Tou va areuBuvBeite yLa va {NTroeTe TANPOYOPLES , TIPOYAVWG OXETLKA HE TO EBVLIKO Kévtpo
Irdviwy Nabriogwv Kat ZUVTOVLGHOU
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TIPWTOTUTIA OTIAVLWY A0BEVELWY, EAV ELOEABETE GTOV LOTOTOTIO TOU EBVIKOU Kévtpou Zmaviwv AcBevelwy tou CNMR 1)
oto malattierare.gov 1 oto Avwtepo Ivotitouto Yyeiag. Bpeite GAoug Toug ouvséapoug. ‘OAeG oL TTANpOYopLEG TIOU

pTIopoUlv va oag Bonbricouv va otnpi&ete To malsi rj tov pabntr oag pe tn oeLpd oag.

Mta oAU pLKpr avaAduTIA KaL 0To eupwttaikd Siktuo avagopdg yia otdvieg aoBeveleg. Mpemel va yvwpifoupe OtL
SnuloupynBnkav 24 kévtpa og 6AN tnv Eupwrin to 2000 kat n €6pa to 2017. Elvat kévtpa tou HUB, Ttou e&eLdikevovtat
amno cupTtwpatoAoyia kat oxL armoé aboAoylia, emopevwg amd otolyela kat OxL amd acBEvela Kat akOpn KaL av YTtopouv
va oag uttootnpi§ouv.

Ovopalovtat European Reference Networks, emopévwg eupwTialkd Siktua avagopdg av TTANKTPoAoyroste oto Google
European Reference Networks, Byaivouv ta 24 Erns, 6Tou pmopeite va Bpeite Anpowopleg oxeTikd pe tabBoAoyleg Kat
ETIAPEC, AKOPA KAl ELSLKOUG.

Kavw Alyo, To LotopLko, pdAlota uttdpyxouv 24 amd ta ERN kat Ba to Soupe avaAuTikd ota emopeva pabnparta.

ApdtTopal authg TG EUKaLplag yLa va oag PAAow, yLd va 0ag SwWow PLd TIOAU PLKpr) UTTOSELEN, ETLoNG, OXETLKA pE Ta
EAQPPWG TILO TIPAKTLKA EPYOAEL TIOU PTIOPELTE VA £XETE SLABECLUA OE TEXVOAOYLKO ETITIESO, OTN CUVEXELA OTO ALaSiktuo
yla va Bpeite mMAnpo@opleg TTou Prtopouv va oag Bondrjoouv va KataAdBETE TIWG va Sour opyavwoTe eva padnua
APLEPWHEVO, TIOU aTIEUBUVETAL ETILONG OE PABNTEG PE OTIAVLA A0BEVELA TIWG VA TIPOCEYYLOOULV, VA QVTLUETWTTILOETE TO
B€pa tng omtdviag vooou otnv TA&n oto oxoAelo, KATL TTou Ba epBaBUVOUpE TTIOAU TTEPLOCOTEPO OTLG EMOPEVEC EKAOYEG KAl
10 €(50¢ TNG PUXOAOYLKNAG ETILEpATNG, UTTIOPEL Va €xEL OTIAVLA A0BEVELA EKELVN TNV KaTNyopla Kal emiong otoug yovelg to

UTIOAOLTIO TWV EUXAPLOTLWV.

‘Etot, potpdlopat Eavd tnv 086vn yla Alyo yLa va oag Sel&w AETMTOPEPWIG OPLOPEVEG BATELG SeS0UEVWVY TTOU Glyoupa

pTIopoUV va oag uttootnpl&ouv og authy tn §pactnpLotnta,

ESw elpaote. Ag Eekvriooupe pe to ORPHANET. Autr elvat n StebBuvon orpha.net Mpamtd orphanet pe to "PH". Elvat
€vag YAAALKOG OpyavLopog pe €5pa tn FaAia Ttou €xel AoV avamtuyBel o€ OAn TNV EupwTn Pe OXETLKA €BVIKA ypawela,
0 ottolog aveékaBev TipaypatomololoE, TIPAyHATOTIOLOUCE KAt CUVTOVLZE pla TIOAU StadeSopévn, TIOAU OWaoTH Kat TIoAU
AETITOPEPT ETKOWVWVLA OXETIKA HE TNV TIPAYUATLKOTNTA TNG KABE HEPOVWHEVNG aoBEveLag

TtoTe.

H emt&npLOAOYLKH TIPAYHATLKOTNTA, EMTOPEVWG ATIO TIOU TIPOEPXETAL? ZUMTITWHATOAOYLKA, KATA CUVETIEL TA CUPTITWHATA
Xwplig wotdoo va mapaperovvtat ekeiva ou amoteholv ta BepeAtwdn Siktua kat Siktua evnuEPWaong Kat uTtooTthpLEng

TNG OLKOYEVELAG Kal Tou OxoAelou. Oa oag Sei&w yLa Alyo Tola epyaAeia yrtopouv va oag pavouv xproLua.

ESw elval OAeg oL SpaotnpLOTNTEG TTOU TIPOTELVEL TO orpha.net kat akoAouBel To orpha.net, auto ToU pag evoLaPEpeL
TIPWTA. TN CUVEXELQ, O KATAAOYOG TWV OTIAVIWY acBeVELWV TTIOU Kataypaovtal Katd taboAoyia, cUPTITWUA, TIEPLYPAPH
Kat oUtw kabeEnc. ESw ota aplotepd pmopeite va Bpelte pidtpa avalrtnong mou Yrtopolv va oag SwWoouV KATIOLEG
evbel&elg, yla mapddelypa tnv taglvopnon, To guUAo yla avamnpia.

Ma va avalntroete tnv acbéveld oag otn ypappn avalritnong tng oeAidag ptopeite va TANKTPOAOYNOETE | TO dvopa
TNG vOOoOoU, av To YVWPLLETE, £XW KATIOLA CUPTITWHATA.

TNV mepintwon pou ypdyw EOK, tnv maboloyla pou. BAETETE OTL TANKTPOAOYWVTAG TO GVOUQ, KATIOLA EVSELEN, N TIUAN
oag Slvel autopata 0Aa ta amoteAéopata Tou oxeti{ovtal pe autryv tnv tabBoloyia. Ag BupnBoupe OTL PAGYE yLa
OTIAVLEG, SLAYVWOPEVEG Kal adLdyvwoteg aoBéveleg. Etol, Ta anoteAéopata Ba pmopoloav va elval TO00 SLAPOPETLKA

000 0€ auThV TNV TepimTwon.

TUvSpopo E Kat y Kat PETAKLVNBELTE TIPOG TA KATW, BAETIOUHE OTL £XOULE TECOEPA ATIOTEAECATA. Bprikape AoLTtov,
TEOOEPLG TINYEG TILOTOTIOLNHEVWY TIANPOYOPLWVY, yLati Péoa oTo site Tou orpha.net €xoupe
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HOVO TILOTOTIOLNHEVEG TIANPOYOPLEG, OAAA AV TTAPE VA avolEOUPE SV £XOULE KAL TA TECOEPA, TWPA TIAKE va avol§oupe
TLG KAPTEG,.

©a SoUpe OTL oTNV TEePLTTWON Tou cUVSPOPoU EOK oL TAnpopopleg Tou avagépovtal Ba ival oxedov ot {SLeg wg Ttpog
ta rruyia. Aev eival to (8Lo cUVSpopPO TIoU £XEL OXLOTLA UTIEpWAG 1 CUVSPOHO eec XwPLg oxLotia uTtEpWaG, amAwWG
oUVSpopo, cUVSPOO eec Kal cuvaWelg aobeveLeg. Exoupe ouvEpopo EOK yia apddetypa, Twpa Ba SoUpe katt padi.

Na Twg PrtopoUpE va YavTacTtoUpE, 0TNV TIPAYPATLKOTNTA, OTL UTIAPXOUV KATIOLEG TIANPOYOPLEG yLa TNV
KOTNYopLOTIONGN TIOU PaG EVELAPEPOUV CXETLKA OGOV AOopd TO OXOAELO, EVW TIAPAKATW UTIAPXEL, HAALOTA, pLa
mieplAnyn Tou olyoupa pmopel va oag BonbrioeL va eviomioete KAAUTEPQA TLG SUCKOALEG TwV PabnTwyv oag. f Ta TaldLd
oou.

Ye autn TV mepANYPn UTIAPXOULV KATIOLEG LATPLKEG TIANPOYOPLEG, AAAA ATIOAUTWG KATAVONTEG O OAOUG,.
AgG BupnBoupe 6TL N TTUAN ameuBUVETAL OE OLKOYEVELEG, A0BeVELG, akOuN Kat ylatpoug ) EL8LKOUG TIoU Elval ELSLKOL oTov
TOMEA. ETIOPEVWG, N YAWOOA TIOU XPNOLUOTIOLELTAL Elval PLa EYKAPOLA YAWCOa yLa OA0UG. Mapakdtw, OPWE, EKTOG aTto

TV TEPIANYIN TNG VOOOU UTIAPXOUV Kal GANEG TTANPOYOPLEG.

BAémete, yla apddelypa, yrtopoUpe va TApe va SoUHE TIOLEG elval OL GUCYETLOELG, Olyoupd 0TNV TEPLTTTWON TIOAU
oTIAvVLWV LSLailtepwv taBoAoyLwv éva BepeAlwdeg onpelo ipooyelwaong oto omolo Ba propolcate Kal Ba Empere va
(PTACETE €4V OL EVWOELG aoBevwVY OTIWG Pl elval og BEon va 0ag Swoouv OAEG TLG eVEELEELG OXETLKA PE TTABOAOYLEG

HTIOPELG VA SELG £6W TIWG OL ELOAYOUEVEG EVWOELG TToU BAETELG T onpala elval akpLBwg o Stebveg emimedo.

Emopévwg, 6AoL oL sUANoyoL TTou €xouv evtayBel oto Tipdypappa Orphanet Project oto TAaioLO TOU TIPOYPAUPATOG
orphanet avagépovtat o€ avtiotolyia pe Tnv taboloyia toug. Exw SeL TipLv elpaoTE KAl ePElG EKEL KAL TIEPLUEVETE PEXPL
va glpat, elpaote o 5sUtePOCg TToL €xw Sel. MNiow o€ autov. ESw elpaote.

Av A\oLTTIOV KAVOUE KALK 0To P63 EEC.

ESw elvat, ota omola propeite evéexopévwg va ypapete yla va AdBete evSel&elg kat TAnpowopieg OXETIKA e TO BENQ,
ETLONG yLatl OXL KAL OE CUYKEKPLUEVEG SLEAKTIKEG HEBOSONOYIEG APLEPWHEVEG OE AUTA TA TIALSLA KAL QUTEG TLG
TtaBoAoyleg.

Muta GAAN TIOAN TIou BAETIOUE €lval n TTUAN Eurordis.

Elval n Eupwrtaikr) Opoomovéia yia tLg Zravieg Mabnoelg, avayvwpLlopevn amo tnv Eupwraikn Emitporry. Asttoupyetl
O€ LOXUPN OUVEPYELA yLa TNV UTIEPAOTILON TWV (SLWV TwV aoBevwv. Qg €k TOUTOU, yLd TNV Tipootacia Twv SIKALWHATWY
TWV oTtdviwy aoBevwy, uTtpée emiong LoxUPAOG UTIOCTNPLKTHG TWV CUPPEPOVTWY TWV OTIAVIWY acBevwy otn Slaxelplon,
otn ouvtagn tng SnAwong tng €ékBeong tou OHE Tou SNPOGCLEUTNKE TOUG TIPWTOUG PAVEG Tou 2022,

'ETOL TWPA KAVEL TIPAYHATLKA PHEYAAO £pYO TIOALTLKNG YLA TLG OTIAVLIEG aoBéveleg. Kal edw auth n TIUAN oag TIPOCPEPEL
TIOAAA BEpata, TIOMEG LEEEC, PUOLKAQ, YLa TIOPASELY A TIOLEG Elval oL OTIAVLEG aoBeVELEG; TL onpaivel va JeLg Pe pua
omavia acBevela; Kal av KAmoLog amd €0dg UTIOPEL va eVSLaYEPETAL, UTIAPXEL ETILONG 0 CUVSECHOG UTINPECLWV Kat
eKTIAlSEVONG €O OTOV OTIOL0 PTTIOPELTE VA ELOEABETE, KAVOVTAG EYYPAPH KAL APAVOVTAG TLG ETIAYEG 0AG UTIOPELTE Va
OUMMETAOXETE O€ TIOANA EKTIALSEUTLKA €pya Eurordis. O Eurordis ouvepyddetal TToAU PE APOCLWHEVEG aKadnULEG, TOOO

a0Bevelg 600 Kal PEAN TNG OLKOYEVELAG ] OE AUTNV TNV TIEPITITWON SACKAAOUG.

Apa gilvat oAU xpriolpo. OL TTAnpowopieg elvat oAU capeis. Kat riiotomoLnpévog. Oa oag seifw o Lo pdo@ato
UALKO TToU Ba pmtopoUoe va elval TIOAU XprioLUo Katd tn yvwpn pou. Mmopeite va to Bpeite otn PLRAoypapia.
Tuyyvwpn Tou Ba oag Sei&w To TILo TTPOCPATO UALKS TIoU PTTopEl va lval TTOAU XprioLUo TO BPrika oTo PLoypa@Lko.
Elval éva €l80g 08nyou evei&ewv Kat £xeL ouvtayBel amd to Avwrtato Ivotitouto Yyeiag, akplpwg amd to EBviko

Kevtpo Zmdaviwv Mabrjoswv to 2013. Alyo taitd, aAa e§akoAoubel va elvat oAU oXeTLkd Kat og autd



Machine Translated by Google

H mepimtwon sivat amoAUTwE XproLpn yLa Toug EKTalSEUTIKOUG Kabw( elval «odnyia xpriong Kat pébodol Kat UALKA yla va

HUACOUE yLa OTIAVLEG AOOEVELEG OTO SNUOTIKO OXOAELO» .

Ok, okpoAdpovtag tnv mepiAnyn kat emavalapBdavw, Ba Bpelg OAa Snpooteupéva otn BLPALoypaia, Ba eig dtL amod tn
oeAida 14 uttdpxouV QUTEG oL KAPTEG Spactnplotritwy. Evtadel, xwpiletal ava tagn, mpwtn tagn, Seutepo tpito pepog.

Bpgdnkav. ESw glvat. MOvo To SLEAKTIKO UALKO XPriOLHO yLa va PLAAOETE PE TOUG Hadntég oag e omdvia adnon.

Mpowavwg Babpovounuévo avaloya Pe tnv nALKia kat Ba S0UPE 0TN CUVEXELA OTA ETIOPEVA PHABNPATA TIWG AUTEG OL
5paoTnpLOTNTEG, OL OTIOLEG PTIOPOUVV ETILONG VA TIPOTABOUV e SLAYOPETLKO TPOTIO, ELvaL ETILONG TTAPOUOEG 0TN oTtAvLa
EKTIALSEVTLKT YNeLakn pag popwny. Oa e&nyriooupe Alyo apydtepa, €, aAd €5w Sev {NTAEL TO PAKEAO. YTIAPXOUV OAEG OL
KATAMNAEG eVSELEELG yLa TN OWOTH AVTLUETWTILON TOU BEPATOG TWV OTIAVLWY A0BEVELWY OTO OXOAE(o.

Tag EUXAPLOTW yLa TNV TIPOCOoXH 0ag. MNMPayHatika KAVApe pPLa PLkpr] ekSpopn padl oXeTIKA Pe To Ttola elval ta factka
opyava otnv UTnpecta oag. 6oL PTIopoUV va lval EMAPEG 0TV UTINPECLA 600G YLa VO SWOO0UV TIOLOTLKEG KAl OWOTEG

TIANpoYopleg, WSlaitepn mpoooyn ota matdLld oag, oToug padnTeg oag.

MNa mepattépw LALKO Ba oag 500t ota emdpeva pabrpata. Euxaplotw.
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