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Néo npoypappa yia dtopa pe cuvdépopo Smith-Lemli-Opitz kot TLG OKOYEVELEG
TOUG

Ayamnti okoyévero ue moidi (kabe niixiag) pue ovvopouo Smith-Lemli-Opitz,

Eipoote oty gvuydpiot 0€on va cog evuepdGovUE Yo Eva VEO £PYO Yol ATOUOL LLE GOVOPOLLO
Smith-Lemli-Opitz (SLOS), o SLOS Natural History project. Eipacte eknpdéconot acevov
ywo. to MetabERN! yia dtopa pe SLOS. To MetabERN givat to Evpomaiko Aiktvo Avagopdg
v Tig KAnpovoukég petaforkég dratapayés, kabiepopévo and v EE.

Beltioon g mapoyms cvpfovridv kon avantosn Oepanerov

To véo mpdypappo amookonel ot PeAtioon NG EVNUEPOONG TOV OIKOYEVEIMV Kol GTNV
avATTLEN oTPATNYIKOV Y10, BepamenTIKEG TOPEUPACELS KOl LakpoypOVIoL 1OTPIKT) TEPIBAAYT).
Oa TEPLYPAPOVTOL TO YEVIKE GUUTTOOTO, KOl GTTAVIEG KATAGTAGELS, OTMG KO 1] GLYVOTNTO TOV
daTapay®V HITVOL, 0 AVTICUOG KOl 1| TOAVTAOKT] GUUTEPIPOPE TOL ENNPEALEL TIG OIKOYEVELEG,.

Evedmiotodpue 611 o amavtioete o€ £va GOVTOUO EpOTNUATOAOYLIO GYETIKA LLE TOL GOUTTMOLLOTOL
Kol TIG TTVYES/Yopaktnplotikd Tov SLOS mov Oewpeite 1dwaitepo oUOVTIKA Kot SVGKOAN Kot
LLE TO OV EVOLAPEPESTE VAL AAPETE TEPIOTOTEPEG TANPOPOPIES YOl TO TPOYPaLpLLLa 1) Vo evToyDeite
o€ £V0, OIKOYEVELOKO SIKTVO.

SLOS givan pa petoforukn acOévera

I'vopilovpe 6t 1 SLOS gtvon pua kAnpovopikn petaoAkn achévela omd v avakdAvyn g
10 1993. Avt n mAnpogopia sivar {oTKAG onuociag yioo TV €TAOYY TOV KATAAANA®V
Oepaneidv. To ocvvopopo SLOS opeiheton og éva eldTtopo 6T cLVOEST TG YOANCTEPOANG
GTOV 0PYAVICUO AOY® YEVETIK®OV PETOALAEE®V (Tapaiiaydv Tov DNA) oto yovidio DHCR7.
Ynrdpyovv mepiocdtepol omd 200 d1apopeTikol TOTOL TETOIOV UETOAAAEEMY TOV TPOKAAOVV
SLOS.

Adpopeg roynuikég oepyacicg ennpealovrol

H ghattopatiky obvOeon xoAnotepoing ennpedlet dStapopes PloynUikés dlepyacieg 6To GO
pe TOAOTAOKO TPOTO, LE AmOTEAEGHA Vo eppavilovtal Towkiia onuddio kot cupntopoto. Ta
N0 TAoYOVTO ATOWO UTOPEL VO UV £x0VV KAOOAOV 1 va. £X0VV EAIYIOTO ELPVTU CLUTTO LT,
oxedOV QLGIOAOYIKT] VONTIKN Agltovpyie, oAAG cuyvd mpoPAnuato cvpmepipopds. [loto
ocoPapéc mepumtmoelg pe SLOS evdéyeton vo mpokaAésovv kivovvo vy tn (on kot va
TEPAAUPAVOVY dVOTANGIES TNG KAPOIAC, TV TVELUOVOV, TOV VEPPDV, TOV YOCTPEVIEPTKOD
COAVO KOL TOV YEVVITIK®OV 0PYAV®V.

Heprocdtepeg mAnpoopieg: https://metab.ern-net.eu/
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EMarneig yvoroers oyetikd pe to SLOS

Ymapyovv axdun moAd Ayec yvooelg oyetika pe 1o SLOS. Xperdloviot mepiocOTEPEg KAVIKEG
LEAETEG KOl EPEVVES Y10 TNV KATOVONGN TNG TOAVTAOKOTNTAG KOl TNG UETAPANTOTNTOS TMV
copntoudtov Kot e mopeiog e SLOS kat yio to oxedlacpud g 1otpikng mepifoiyng kot
¢ Oepamneiag yio dropa pe dapopetikn coPapdtmra epedvions tov SLOS. Qg eknpodcwmol
TOV 060EVAOV, ¢ EK TOVTOV, EMIKPOTOVLE OLTO TO GYEDT0.

Oa ocvrireyBovv TEpLocoTEPQ dEdOPEVOL
Emkepoainc tov épyov egivaw n Ap Dorothea Haas oto IMavemotuoké Nocokopegio g
XaideABépyns, pérog tov MetabERN kot tov enionpov pntpdov tov MetabERN, tov Eviaiov
Evponoikod Mnrpoov Kinpovouikedv Metafolkdv  Awatapaydv? (U-IMD) mov 6Oa
OTOTEAEGEL TNV TAATEOPLA TNG LEAETNG,.

H Dorothea Haas npockélece mapoyovs VYEWOVOUIKNG TEPIBOAYNG KOl 10TPIKA KEVTPO UEAN
tov MetabERN va cvppetdoyovv otn pedétn. Apketoi aobeveic ue SLOS nepilapfavovto
Nnon oto U-IMD. Ilepiocdtepa dedopéva Ba cuiieyBoldv kot Ba avarivBodv yia va avéndel
KaTavonon avtg g obvoeTng HeTAPOAKNG VOGOU.

Mo £peova Y10, 01K0YEVELES

To mpdypappa otoyeveL v AAPel TANPOPOPIES O TIG OIKOYEVEIEG GYETIKA LLE TOL GUUTTMLOTOL
KOl TIG OVOIMOELG Kot OVGKOAES TTLYES ToL SLOS. Tt emnpedlet v vyeio Tov TOO100 GOG Ko
™mv kadnpepvn {on, 6mov tePocdTEPT YvdoT B LTopovoE Vo KAVEL T d1apopd;

[TopaxaAoOue OmOVINOTE OTIC GYETIKEC EPMTINCELS OTNV EPELVA HOC OTNV 1GTOGEAISN
(https://www.surveymonkey.com/r/DL33YWC). Ta anoteléopata Bo TopovcloctodV mg
OVOVULO GTOTIOTIKA GTOtYELOL.

Emiong, cog potdue eav Bo Béhate va €xete MEPIOCOTEPEG TANPOPOPIEC GE U0 YNOLOKT
ovvavnon oyetika pe o Tpdypappe SLOS Natural History kot av evéiapépeote va evtaybdeite
o€ £V0, OIKOYEVELNKO SIKTVO TOV GUVOEETAL LE TO TPOYPOULUA OVTO.

Avvmopovoopue va épBovpe og emaen poli cog!

AebQvven niektpovikov tayvopouciov . parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe xar Anne Kalweit
Exnpoowrot acBevwy pe SLOS oto MetabERN, to unodiktuo PD

2 [leprocotepeg mAnpogopiec: https://u-imd.org/
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