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1.

T eival ta emveppidia;

Ta emve@pidia sival 0Uo PIKpol adEveG GXAPATOG POUVTOUKLOU oL oTroiol Bpiokovtal emavw amo
TOUG VEQPPOUC. 21O €EWTEPIKO TUAHA Twv €emMve@pdiwy (TMou ovopdaletat @Aoldg Twv
emve@pLdiwv) Tapdyovtal TPELG TOAU ONPAVTIKEG OTEPOEIOEIC OpUOVEC:

1. Koptifovn: EASyxel ta emimeda vatpiou Kal cakxdapou oto aipja kat Bonbael otn diatnpnon
(PUOLOAOYIKWY emMMESWY €VEPYELQG OTo owpa. H koptlovn eival amapaitntn ya va
olatnpnBel n aptnplakn pag mieon o€ QUOLOAOYIKA emmimeda, va pnv maboupe umoyAuKdalpia
(XapnA0 odkxapo) aAAd Kat yia va Bonbnoel Tov opyaviopo VA AVTIUETWTIOEL OUOKOAEG
KATAOTACELG OTMWG TO OTPEG Hlag Aoipwéng i evog coBapou Tpaupatiopou, yU' autd Kat givat
YVWOTH Kal wg «opudvn Tou otpeg»,. H koptildvn eival ouvemwg pia oppdvn amoAuta
amapaitntn ywa ™ datipnon tng {wng.

2. AAdootepovn: PuBpilel toug nAsktpoAUteg (Ndatplo Kat KAaAlo) oto aipa Kal PEWVEL TNV
amoBoAnl aAatiou (6nAadn vatpiou) ota ouUpa. Bonbda otn datipnon Tng APTNEIAKAG HAG
mieong o€ PuUGoloAOYIKA emimeda

3. Avdpoydva twv emve@pldiwyv: Eival pia opydda oppovwyv ol omoieg av Kal To OVOud Ttoug
TAPATEUTIEL O AVOPLKEG OPHOVEG, TAPAYOVTIAlL PUCLOAOYIKA amd ta emve@pidla T000 Twv
ayoplwy 000 Kl TwV KOPLTOLWY.

Tt gival n cuyyeving unepmAdaocia twv emvepidwy (ZYE);

0 0pog cuYyYeVAG UTIEPTIAAGIA TWV EMVEPPLOIWY (CUXVA cuVTopEUpEVn o€ XZYE) onpaivet:
ZUYYEVAG: Katdotaon (voonua) mapouca amd tn yévvnon
Emve@pidia: ot adéveg mou emnpedlovral

YnepnAaocia: umepavdntuén i maxuvon tou €EWTEPIKOU TUAHATOG TWV EMVEPPLOiwY TOU
oupBaivel emeldn Ta emve@Pidla 0EV KATAPEPVOUV vd TTAPAYOUV APKETH TooOTNTA KopTi{ovng
Kal aAdooTEPOVNG KAl CUVEMWS TPooTiabolv va HPEYAAWGOOUV, VA «UTEPTPAPOUV>» HUATWG Td
KATAPEPOUV.

Ti oupBaivel otn ZYE;

Ta emvepidla mapayouv Kopti{OAn Kdal TI UTTOAOITIEG OTEPOELOEIC OPHOVEG EEKIVWVTAG amd TN
X0AnoTEPOAN. AUTO yivetal pe tn Opdon moAAwY ev{Upwy. Xta madid pe XYE umoAsitoupyei éva
amo ta €v{upa Tou amaltouvIdal yla tnv mapaywyn KopTi{oAng. Ektog amd koptiloAn, 3 ota 4
maidld pe XYE Ogv gival o B€on va cuvBEoouv Kal apketr aAdootepdvn. To cwpa atcbaverat ot
OEV UTIAPXEL ApKETN KOpTI{OAN Kal mpoomabei va Oleyeipel Ta mMvePPIOld (TA «HACTIYWVEL> HE
ATOTEAEOHA VA HEYAAWVOUV) Yld va ouvBEoouv apKetn KopTi{ovn. Xtn coBApEC SlATAPAXEG TWY
evlUhwv n mpoomdBela auth €ival avamoTEAECHATIKN, UTAPXEL aduvapia Tapaywyng Ttwv
amapaitntwy oppovwyv. H umepdpactnplotnta twy emve@pldiwy odnysl oTnv umepmapaywyn
TwV avopoyovwy Twv £MVEPPLSiWY, TA OToia PUCLOAOYIKA TAPAYOVTAlL O HIKPEG TTOCOTNTEG.
TeAkd, OnAadn otn XYE €xoupe pelwpeévn Ouvatotnta (Ewg mAnpn aduvapia) ouvBeong
KopT{OANG Kal aAdooteplovng Kal TAuTOXpova UTEpTapaywyn avopoyovwy ta omoia €Xouv
APPEVOTIOINTIKEG IOLOTNTEG.
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4.

Mwg kAnpovopeital n XYE;

Ot Acitoupyieg TOou opyaviopoU pag eAéyxovral amd Ta yovidld Hag ta omoia TEPIEXOUV
OUYKEKPIPEVEG EVTOAEC. KABe maidi kKAnpovopei éva yovidlo amd Tov matépa Tou Kal £va amo Tnv
UNTEPA TOU. ZUVEMWG KABe Acttoupyia eAéyxetat amd OUo yovidla. Ma va ekdnAwbei n
OUYKEKPIUEVN acBévela Ba mpemel To madi va kKAnpovopnoestl Kat améd toug dUo yoveig Tou yovidla
Ta omoia O A£ITOUPYOUV PUCLOAOYIKA. ZTN OUYKEKPLUEVN TepimTwon Ta maboAoylkdad autd
yovidla givat umelBuva yla t ouvBeon £vog ev{Upou Tou €ival amapaitnTo yua tny mapaywyn
NG KopTL{OVNG Kal TNG aAd0oTePOVNG. To TEAIKO ATOTEAECHA TNG AVEMAPKELAG AUTAG ival 0Tt Ta
emveppidla dsv PmopouV va cuvBécouv KoptTildvn Kat aAdooTtepovn.

NMwg ekdnAwvetal n ZYE o€ £va maidi, T GUPTITWHATA TAPOoUcIAlel;

Ot ekdnAwoelg TN XYE e€aptwvtal amd To TOCOO0TO avemdpKelag tou ev{Upou ot éva maidi. Z€
HEPIKA Taldld Ogv Asttoupyel kKaBoAou to €v{upo Kat £Ttol OV PTopoUV va mapdyouv KabdoAou
KopTI{OAN. Autd ta maidld emnpeadovial mePIocOTEPO Kat dlaytyvwokovtal e ZYE apéowg Peta
™ Yévvnon. Ze dAAa madia diatnpeital oe Kamowo Babpo n tkavotnta tou ev{UPOU KAl GUVETIWG
TEAIKA TTapAyetal apketn moodtnta Koptildvng. Xe autd ta madld n didyvwon Kabuotepei Kat
UTTOpEL va yivel apyotepa otnv matdikn N €pnBIKA nALKia.

Ta emvepiola apxifouv va Asttoupyouv TipLv tn Yévvnon, oTo £UBpuo. Xta maldld Tou TACXOouV
amo IYE mépav tng OUCKOAIAG otn ouvBeon Kopti{ovng, mapdyovtal Kal MOoAU HeYaAUTEPEG
TOOOTNTEG avOPOYOVWY OE GXECN HE TO PUCLOAOYLIKO. ZTA KOPITOAKLA, auto emnpedlel Tov Tpomo
avantuing twv £€w YEVVNTIKWY TOUG opydvwy. H KAsitopida peyaAwvel, ta xeiAn tou aidoiou
pTTOpPEL Va evwBouv PETAlU TOUG Kal Ta avoiypata yla tov KOATo Kal tTnv oupribpa pmopouv va
KAgioouv v pEpEL. AUTEC ol aAAayég ovopalovtal appevomoinon. Ta ayopdkia Pmopel va €xouv
EAAPPWC MO oKoUPOo OEpHA ATTO TO GUVNBIOHEVO OTO TTEOG KAl TO O0XED TOUG.

2TIG ooBapEg popwég ZYE, emeldn ta matdid dev pmopouv va cuvBEoouv oUTe apKeth KopTi{ovn
oUTE Kal apKetn aAdooTepOvn XAvouv mapa ToAU aAdtl (vatplo) ota oUpd TouG. AUTO onpaivel
ot Ta emimeda aAatiol oTo aipa aAAd Kal n apTnPLaKkn Toug TEon TEQPTOUY EMKIVOUVA HEGA OTLG
TpwTeG OUO0 N Tpelg eBOOPAdeS TG {wNg (N Kal apydtepa €dv ogv AauBAvouy cwotd Ty aywyn
Toug). To Bpéwog Otev maipvel Bapog, sivat moavo va KAVEL EPETO Kal va gival apudatwpivo Kat
aviouxo. Eav auti n katdaotaon Osv avTIPETWIOTEL, To Bpépog Ba appwotnosl moAU coBapd. H
Katdotaon auth ovopdletat “"emveppldlakn Kpion" kat pmopel va amoBei polpaia €dv Oev
AVTIUETWTTIOTEL EYKAIpWCG.

Ta matdid mou PmopoUV va mapayouv KAToleg TocotnTeg KopTi{ovng (6mou dnAadh umdpxel ATa
avemdpkela tou ev{UPOU) €XOUV TIO ATA KAWVIKN €lKOvVA Kal pgaviouv apyotepa otny matdikn
N €pnBIKA nAKia onueia appevomoinong OnAadn augnpévn Tpixopuia WOLAITEPA 08 CUYKEKPIUEVA
ONUEIA TOU CWHATOG, TTOU ATTOKAAE(TAl «OACUTPIXICHOG>, AKHR, OlaTAPAXEG EPPRVOU PUCEWG Kal
uTroyoVvioTnTa.
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6.

Yridpxouv SiagpopeTikoi tumol ZYE;

Ynapxouv Olagopetikoi tumot XYE avaloya pe 1o molo £vIupo Asimel aAAd Kat av n
OuCAsLToUpYia Tou sival MARPNG N HEPIKN. Auth n taflvopnon pag Bonbd va Katavoncoupe tnhv
KATdotaon Kal va damo@acicoupse  yid TG KaAUTepeg emAoyEg Bepameiag. O BabBuog mou €xel
enmnpeactei £va €vUPO Twv eMVEQPPLOIWY UTTOPEL va gival SLaWopPETIKOG akOun Kal o maldlda amo
TNV 0l olkoyévela. Amo OAa ta éviupa twv emMve@pPOiwy, n avemdpkela tou ev{Upou tng 21
uOpoEUAAONG aTOTEAEL TN OUXVOTEPN dAlTia TNG oUyYEVOUG umepmAaciac emve@pldiwy Kadwg
amoteAei mepimou 10 95% TWV MEPIMTWOEWY. To €v{Upo auto avaloya He TNV aAAayn Tou €XEeL
utrooTel (METAAAAEN) PTTOPEL va AEITOUPYEL HEPIKWG N KaBoAou, He TO TEAEUTAio va odnyel otn
ocoBapotepn Hopen TNG VOGOU.

Nwg avtipetwmidetal n XYE;

H ZYE avtipetwmiletar pe Bepameia umokatdotacng OnAadni xoprRynon Twv OpPHOVWY  ToU
Asimouv oe popery  xamou. To OloKio Tou XpnolgoTmoleital ouxvotepa o€ madld yua tnv
umokataotaon tng Kopti{OAng sival yvwoto w¢ udpokoptilovn. To SloKio Tou xpnolpotoleital
yla tnv umokatdotacn tng aAdooTePOVNG gival yvwoto ws pBoploiidpokoptovn. Xta Hwpd
mou €xouv XapnAd emimeda aAdootepovng, £ival cuviBwS amapaitnto va xopnyoUps €MTAEOV
aAdtt (mou ovopadetat XAwpPLloUuxo VATPlo) yld TO TPWTo £10¢ TNG {WwNG TPOKEIPEVOU va Td
OleUKOAUVOUE va dlatnproouy ta emimeda aAatioU TOUG OTO aija o€ QUOLOAOYIKA emimeda.

T yivetal pe Ta upnAd emineda avopoyovwy;

Aivovtag ota maidld Bgpameia umokatactaong (OnAadn Xopnywvtag TG OpHOVES Tou Asimouv i
OUGKOAgUOVTAL VA TTAPAYOUV) TO OWHA TOUG OTAPATA va TTpooTabel va KAvEL Ta emMve@PIOla Toug
va umepAsitoupyouyv Kat £1ot mAéov Ogv umepmapdayouv avdpoyovd.

©a avamtux0si pucioAoyikd To Taidi Hou;

O otoxog NG Bepameiag sivat n @uoloAoylk avfnon kKat avdmtuén, kKabwg Kat n mpoAnyn
mpoBAnudatwy uyeiag otn petémeita {wn. Qotdco, sivat SUGKOAO va pubpLoTel n KatadAAnAn 6oon
OpPHOVWV.

1. H umepBoAiky d0on udpokoptilovng mpokaAei aufnon Bdapoug kat emBpdduvon TNng
avantuéng kat n umepBoAk doon @BoplolidpokoptTi{OvnG HPTMoPel va TPOKAAECEL UWNAR
apTnNPLaKkn mieon

2. Av n d6on g udpokoptildvng Kat @BoplolidpokopTilOvng eival PIKpn Pmopei va odnynoel o
amwAela aAatiov Kat uwnAd emimeda avopoyovwy aAAd Kat Kavel mo mbavo va cupBel pa
EMVEQPPLOLAKN Kpion KATd tn OLApKELd ACHEVELWY.
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10.

11.

12.

13.

JUVETIWG, TPoomaboUphe va TETUXOUHE Mia ooppomia MeTall Ttwv OU0 autwyv AKpwy, vd
Xopnyoupe KABe @opd TNV KATAAANAn d&oon. Emed to maldi €ival €vag avamtucoopevog
opyaviopog (aAAalel to Bdapog, to UWog Kait n Asltoupyia Ttou opyavicpou) yU autd n
mapakoAoUbnon Kal 0 Epyactnplakog EAeyxog evog maidloU pe XYE yivetal avd Taktd Xpovikda
dlactApata. Me tov TPOMO autd TPOcApHOloupe TN 000N TWV OPHOVWYV OTIS AVAYKEG TOU
maidou.

Mnopei To maidi pou va {ricel pia puoioAoyikn {wn;

Nat. Eav to maidi cag AapBavel cwotd TV aywyn Tou Kal mapakoAouBeital Taktikda 6a ival og
B€on va el pia @uoloAoyikn {wn Kal va KAavel 8, Tt Kavouv Kat ot iAot tou.

Ti oupBaivel av to maidi Pou ival AppwoTo;

2e éva dtopo xwpig ZYE, o opyaviopog tou £xel tn duvatdtnta mpooappoyng, onAadn eival ot
Béon va mapdayel meploodtepn KopTIW{OAN eav xpeldletal, m.X. KATd tn OldpKeEld acBevelwy,
XEIPOUPYEiWV N AAAWV Kataotdcewv aufnuévou otpeg. Ta madld pe XYE dev pmopouv va
avtamokplBolv oto otpeg aufdvovtag autopata tn ouvbeon koptlovng. MNa to Adyo autd
mpEMEL va mapouv emmA£ov udpokopTtilovn yid va Bonbncouv To cwid ToUG va avtameEEABEL Kal
va mapapeivel KaAd.

To madi cag 6a xpelactei OUMAR () HEPIKES POPES TPITAN) amd tn ouvidn ddon udpokopTiovng
Katd tn Oldpkela maldikwy acbevelwy. EAv to maidi eivat coBapd appwoTo 1 €xel atuxnua n eav
Kavel gpétoug Kat Ogv pmopei va AdBet tn ddon tng udpokopTi{Ovng TOTE N aywyn TPEMEL va
Xopnyeital Ye tn pop@n €vOOHUIKNG £veong. Mnv avnouxeite, Ba ekmaldeuteite KataAAnAa yla
TNV TEPIMTWON AUTA. XTN OUVEXEld, To TAldi MPEMEL va HETAPEPOEl 0TO MANCIECTEPO TUAHA
EMELYOVTWY TEPLOTATIKWY Yia aloAoynon Kat Bepamneia.

‘OAeg ol olkoyEveleg Tou éxouv matdi pe XZYE Ba mpémel va €xouv pua €veon udpokopTi{ovng
Olabéolun Kal va £Epouv MW va tn xopnynoouv. Oplopéva maldld Pmopei va €Xouv XApPnA£g
TIHEG OaKXApou oTo aipja Katd tn Oldpkela coBapng acbiévelag kat xpeialovrat  emmALov
YAUKOQn.

Ynidpxouv mpoBARpata apyotepa otnyv eviAikn {wn;

Ou aoBeveig pe ZYE ouviBwg AapBavouv koptilovn €@’ 6pou {wng. Eav n aywyn sivat Kaid
puBplopévn Katd tnv maldikn NAKia, ta meplocotepa maldld QYTAVOUV OTO AVAUEVOUEVO TEAIKO
Uyog. H owotni pubuion tng Bepameiag ival onpavtikn Kat katd tn dldpkela tng evAAIKNG {wig
yla va amo@euxBoUv €eMITAOKEC OTWC OCTEOTMOPWON, TAXucdpKia Kat uméptaocn. Mepikoi
EVNAIKEC €XOUV TTPOBAAUATA HE TN YOVIHOTNTA TOUG, aAAd umdpxouv TAEov TMOAAEG AUGELC TTOU
pmopouv va culntnbouv.

Xprioipotl ZUVOECHO! YId TOUG YOVEIG

www. livingwithcah.com

www.eurospe.org
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www.apeg.org.au

www.caresfoundation.org

www.dsdfamilies.org

HNE Kids Health. Autosomal Recessive Inheritance Genetics
http://www.youtube.com/watch?v=Nvé6qUsKYodA
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