ATeAnG OoTeoyéveon (osteogenesis imperfecta, OI)
MNepiocoTepeg MANpopopicc: http://users.ima.sch.gr/lenaarva

H AteAng OaTeoyEévean ival pia YEVETIKN diaTapaxn nou XapakTnpileTal anoé Ta ooTd nou
onafouv eUKoAa, guxvd and eAaxioTn n kapia npoeavn aitia. Yndpyxouv TouAdxIoTov TEOOEPIG
avayvwpIoPEVEG HOPYPEG TNG dlaTapaxng, Nou napouaiafouv Peyain diakupavon oTnv
ooBapoTnTa TnG acBeveiag anod aTopo o€ dTopo. MapadeiyuaTog Xapiv, €va ATopo HE aTeAn
OO0TEOYEVEDN HUMOPEI va €xel JOVO UEPIKA N KAl EKATOVTAdEG kaTayuaTa otn diapkela TnG {wng
Tou. Evw o apiBpdg avBpwnwyv nou ennpeddovTal e aTteAr ooTeoyéveon oTIG Hvwueveg MoAiTeieg
gival dyvwaTog, n KaAUTepn eKTiUNon npoTeivel TouAdyioTov 20.000 kal evOEXOUEVWG TOGO MOAAA
onwg 50.000 dtoua.

Ailayvmon

H Atehng Oateoyéveon (OI) npokaAeiTal anod pia YEVETIKN ATEAEIQ NMOU €XEl ENINTWOEIG OTO
KOAAayOVvo nou napayel To avlpwnivo omua. To koAAayodvo €ival n onuavTikoTePn NPWTEIVN Tou
ouvdeTIKoU 10ToU TOU OWKATOC Kal UNopEi va napopolacTei Je To nAaioio yUpw and To onoio
kataokeualeTal €va KTAPIo. STNV aTeA OOTEOYEVEDH, €va ATOMO €XEIl €iTe AlyOTEPO KOAAAyOvo
ano To KAvoVIKO, €iTE Yia XEIPOTEPN NoIOTNTA TOU KOAAGyOvou ano OTI Kavovikd, odnywvTag oe
adlvaTa ooTd nou ondalouv €UKOAd.

Eival ouxva, av kai 0xI navra, duvarto va diayvwoTei N aTeAr ooTeoyevean BATel anAwG KAIVIKWV
XAPAKTNPIOTIKWV YVWwPIoUaTwy (deiTe To didypappa). O1 KAIVIKOI YEVETIOTEG HnopoUv eniong va
EKTENETOUV TIG BIOXNHIKEG EEETATEIG (0TO KOAAQYOVO) i Hoplakeg dokipeg (DNA) nou pnopouv va
BonBriogouv va eniBeBai®oouv pia diayvwan aTeEAOUG 0OTEOYEVEDNG OE PEPIKEG NEPINTWOEIG. AUTEC
ol e€eTaoelc anaiTolV YEVIKA apKeTEC BOONAdeC npoToU va Ta anoTeAéouara, Kal nepinou 10 €wg
15 ToIG ekaTd TWV ATOPWV WE AMIAG HOoPPG aTeEAOUG OOTEOYEVEDNG, MOU £XOUV TNV £E€TA0N ToU
KOAAayOVvou, Kal NEPINOU 5 ToIG EKATO EKEIVWV NOU €XOUV KAVEI TNV POPIAKN €EETaan,
napouaiadovral wg apvnTikoi oTnv acBévela napd unapgn Tng diatapaxng.

KAIVIK@ XapakTnpIoTIKA yvwpiopyaTa

Ta xapakTnpIoTIKa yvwpiopaTa Tng ATeAolg OoTteoyeveang (OI) noikiAAouv noAu and To
NPOCWNO OTO NPOCWNO, AKOWN KAl HETAEU TwV avOpwnwv HPE Tov idlo TUNo atehoug
OO0TEOYEVEONG, KAl aKOUN Kal Jéoa oTnv idia olkoyévela Kal dev €ival OAa Ta XapakTnploTika
gQQavr og Kabe nepinTwaon. Ta YeVIKA XapakTNPIOTIKA YVwPIoUaTa TWV TEGOApWY
avayvwpIioPEVWY TUNWYV aTeAoUG 0OTEOYEVEDNG, MOU MOIKIAAOUV OTA XaPaAKTNPIGTIKA Kal Tn
dpinlTNTa, €ival Ta akdAouba:

Tunog I

- Mo koIvdg kal NNIOTEPOG TUNOG aTeEAOUG OOTEOYEVEDNG.

- OoTa nou npodiabéTovTal oTo ONAcIYo. Ta NEPICCOTEPA KATAyHaATa eugavidovral npiv ano Tnv
epnBeia.

- Kavoviko | axedov kavovikd avacTnua.

- XaAapgg apBpwaeig Kal XapunAog HUIKOC TOVOGC.

- O okANpO¢ (aonpadl TWV PaTi®v) cuvhABWG EXEl hiIa UNAE, moppupn, N ykpila anoxpwaon.

- Tpiywvikd npdowno.

- Taon yia KUPTWON TNG onovAUAIKAG OTAANG.

- EAaxioTn 1 kal kaBoAou NapapopPpwon TwV 00TWV.

- MBavwg elBpauaTta dovTia.

- MBavn anwAeia akong, apxilovrag ouxva oTnv Npowpn dekacetia Twv 20 ) T dekaeTia Twv 30.
- H doun Tou koAAayovou ival kavovikn, aAAd n nocoTnTa €ival Alyotepn TNG KAVOVIKNG.

Tunog II

- H coBapo6Tepn Hopon.

- Suxva Bavatneopa kaTd Tn yévvnon r apéowg PETA, ouxva Adyw avanveuoTIKwV
npoBAnuatwy. Ta TeheuTaia xpovia, Pepikoi avBpwnol Pe Tov TUno II €xouv Inosl Péxpl TNV
evnAIkioon 1 kal NepIoCoOTEPO.

- MoAudpiBua katayuara kal coBapr NapapopPwaon TWV 00TMV.



- KovTo avaoTtnua pe unavanTukToug nveUOVEG.
- H dopun Tou koAAayovou dev €ival n Kavovikn).

Tunog III

- EUkoAa kaTdypaTa. KatdyuaTta ouxva €XOUlE Kal Katda Tn y&vvnon, eV ol akTiveg X Jnopouv
va anokaAUyouv Bepansupéva KaTaypara nou sugaviornkav npiv anoé tn kunon.

- KovTd avaornpua.

- O okAnpoG (aonpadl TwV PHaTIOV) ouvABWG EXEI Hia UNAE, noppupr, 1 yKpila andoxpwaorn.
- XaAapEg evwoeig Kal TwXN avanTugn Juwv aTa xepia kal Ta nédia.

- BapeAoeidég To oxrnua Tou Bwpaka.

- Tpiywvikd npdowno.

- Taon via KUPTWOn TNG onovOUAIKAG OTAANG.

- MBava avanveuaTika npoBAnRuara.

- NapapopPpwon Twv 00TWV, cuxva cgopapn.

- MBavwg elBpauaTa dovTia.

- MBavn anwAe&ia akong.

Tunog IV

- MeTa&u Tou TUNOU I kal Tou TUNou III og goBapoTnTa.

- EUkoAa kaTdypaTa, Ta nepiocdTEPA NpIv anod Tnv pnpeia.
- KovTUTEpOG and To p€co oTo avaoTnua.

- O okAnpog (aonpadl Twv PaTiwv) €ival donpog i oxedov daonpog (dnAadry, kavovikdg oTo
XpwHa).

- 'Hnia €wg pETPIa TNV NApapdpewon TWV 00TWV.

- Taon yia KUPTWON TNG onovAUAIKAG OTAANG.

- BapeAoeIdég To oxrua Tou Bwpaka.

- Tpiywvikd npdowno.

- MBavwg elBpauaTta dovTia.

- MBavn anwAe&ia akong.

- H doun Tou koAAayodvou dev €ival n Kavovikr.

MapayovTeg KANPOVOHIKOTNTAG

O1 NepIo0dTEPEG NEPINTWOEIG ATEAOUG OOTEOYEVEDNG NPOKAAOUVTAI anod Hia eNKpAToUad YEVETIKN
aTéAela. Mepika naidia Pe ateAn ooTeoyEvean kAnpovouoUv Tnv diatapaxn ano évav yovéa. AAAa
naidid yevviolvTal e aTEAN 0OTEOYEVEDN AKOMaA KI av dev undpyel Kapia oIKOYEVEIQKH 10TopIa TNG
diatapaxnc. =& auTtda Ta naidid, n YEVETIKN ATEAEIQ EPPAvioTNKE WG auBopunTn HETAAAQEN. Eneidn
N aTéAEla, €iTe KANPOVOUOUHEVN iTe AOYW HIag auBopunTn METAAAQENG, €ival kupiapxn, €va
ATOMO HE aTeAr 00TEOYEVEDN £XEl Mia MBavoTnTa 50 Toig ekaTd va nepacel Tnv diatapaxn o€
KaBe €va and Ta naidid Tou/TnG. O1 YeveTIOTEG MnopoUV va BonBrigouv Toug avBpwnoug PE aTeAR
OO0TEOYEVEQN Kal Ta PEAN TNG OIKOYEVEIQG TOUG va KATAAAGBOUV MEPAITEPW TN YEVETIKN TNG aTeAoUG
0O0TEOYEVEONG Kal TN MBAvOTNTEG TNG ENAvAAnyng, Kai va Bonéroouv aTnv Npo-yeveTIKN
d1dyvwaon yia €Keivoug nou To mbupolv.

Oepaneia

Aev undpyel akopa pia Bepaneia yia TNV aTeAn ooTeoyEveon. H aywyn KaTeuBUveTal npog TNV
nPOANWN 1 Tov EAEyX0 TWV CUNNTWUATWY, TN MEYIoTonoinon Tng duvatoTnTag aveEapTnTng
Kivnong kal Tnv avanTu&n Tng BEATIOTNG 00TIKNAG palag kal Juikng duvaung. H @povTida Twv
KATAyHATwWV, Ol EKTEVEIC XEIPOUPYIKEG Kal 0DOVTIKEG eNEPPBATEIC Kal N puCIkoBepaneia
CUCTRVOVTdl GUXVA OTA GTOMA HE aTeEAR 00TeOyEVEDN. H Xprion TwV avannpikwv KApeKAWV, TOV
OTNPIYMATWV Kal AAA®WV eVIOXUOEWV KIVNTIKOTNTAG €ival auvneng, 1diaitepa (av kai oyl
anokAEIoTIKA) HETAEU TwV avBpwnwy WE TOUG 0oBapOTEPOUG TUMOUG ATEAN OCTEOYEVEDN.

Mia xelpoupyikn diadikacia, anokaAoUpevn wg «rodding» €§eTadeTal guyvd yia Ta AToua HE AaTeAn
00TEOYEVEDN. AUTN N XEIPOUPYIKH enéuBaon nepIAauBavel Tnv NapePBoAn HETAANIK®V paRdwv
KATA PAKOG TWV WAKPIWV 00TV Yid va Ta evioxUoel Kal va anoTpeWel f/kal va diopdbwael Tig
napapopPwosIg

AlGQopa Qpapuaka kal AAAEG aywyEG EpEUVOVTAl yia TNV nmiBavr XpRon Toug yia Tn Bgpaneia Tng
aTteAoU¢g ooTeoyeveanc. To idpupa OIF unopei va napéxel TIG TPEXOUCEG NANPOPOPIEG YIa TIG
EPEUVNTIKEG WEAETEC Kal TIG NEIPAMATIKEG BEpANEIEC yIa TNV ATEAR 00TEOYEVEDN, KABWG €Niong Kal



TIG NANpoPopieg woTe BonOROEI Ta ATONA vVa ano®acioouV v 6a CUPHPETEXOUV OTIG KAIVIKEG
OOKIMEG.

O1 avBpwnol JUe aTeAn ooTeoyEvean evBappuvovTal va ackoUvTal 000 To duvaTov NEPIGAOTEPO Yia
va BonBroouv Tnv ev3uvAuwaon HUMV Kal 00TV, N onoia Prnopei va Bondroel ato va anotpanolv
Ta kaTdyuaTa. H koAUpBnon kai n udpoBepaneia ival cuvABeIg eNIAOYEC AOKNONG Yia Ta aToua
HE aTeAN ooTeoyévean, OedOUEVOU OTI N AOKNON OTO veEPO ENITPENEl TNV aveEapTnTn Kivnon He
MIKpO Kivduvo kaTayupaTtoc. MNa ekeivoug nou eival og B€on, To nepnartnua (UE i Xwpig
BonBrjuaTa) ival apiotn doknon. Ta atopua Pe aTeEAR 00TEOYEVEDN NPEMEI va CUUBOUAEUBOUV ToV
naBoAdyo r/kal To puoloBEPANEUTR TOUG YId va guinTrioouv TNV KaTaAANAn kai acpairn acknon.

Ta naidia kai ol eVAAIKOI PE ATEAR ooTeoyeveon Ba wpeAnBouv eniong and Tn diaTripnon £vog
uyIoug Bapoug, TNV KaTavalwaon BpenTIKWV TPOPWV KAl TNV ano@uyr dpacTnploTATWV ONwg To
KAnviopa, n ungpBoAikn KaTavaAwaon oivonvelaTog Kal Kageivng Kal n ANWn Twv OTEPOEIdWV
(GApUAKWY, NOU UNopouv va PEIMCOUV TNV 00TIKN Hala kal va enideivwoouy TNV eubpaucTtdTnTa
TWV 00TMV.

Mpoyvwon

H npoyvwon yia €éva aTouo Pe aTeAr o0oTeoyEveEDN NOIKIAAEI MOAU avdAoya pe Tov apiBuod kai Tn
ooBapoOTNTA TWV CUMNTWHATWV. Mapd Ta noAudpiBua KaTayuarta, TNV NePIopIoHEVN
dpacTtnpldTNTA KAl To KOVTO avaoTnua, ol NEPIGadTEPOI eVNAIKOI Kal Naidia PE aTEAN OOTEOYEVEDN
€XOUV NApaywyIikeG Kal ENITUXEIG (WEG.



