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«Mama, 5 Bepto, 4TO Thl NpMMeLlb NpasuiibHoe peweHne» (KEYSTONE)
C KaKoW Lenblo MpakTUYeCKM BCEM HOBOPOXXAEHHBIM BO MHOIMX CTpaHax Mupa NpoBoasT
obs3aTeNbHOE reHeTuyeckoe TecTupoBaHmne? N5 BbISBNEHUA NPELPACNONIOKEHHOCTH K
peOKMM HacnencTBEHHbIM 3aboneBaHUSM, YBEPSAIOT MeAUKW, MPU3bIBasA poanTenen
NoBCEMECTHO npuberaTb K reHETUYECKOMY CKPUHUHTY. LLIBeUapckoe NpaBUTeNbCTBO
BbICKa3a/10 CBOE MHEHWE Mo 3TOMYy NoBoay.

I

Quel est le but des tests génétiques pratiqués chez les nouveaux-nés dans plusieurs pays
de nos jours? Pour détecter des maladies héréditaires, prétendent les médecins. Le Conseil
fédéral refuse que tous les parents se voient proposer un test pour leur enfant a sa
naissance et que ces données soient conservées dans une banque de données nationale.
La matrice pour les nouveaux-nés

FeHeTUYeCKNI aHaNN3 UK, Kak cenyvyac NPUHATO FOBOPUTb, KCKPUHUHI» - NCCleJOBaHue,
Mo3BoJIAIOLLEE AMArHOCTUPOBATb TO UK UHoe 3abosieBaHMe Ha paHHEN CTaaun, Korga
TPEBOXXHbIE CUMMNTOMbI eLle He NPOoABAAITCA. B HacTosLWee BpeMsa Takasa AMarHoCTuKa
LWMNPOKO NMPUMEHAETCSA BO MHOIMMX CTpaHax Mmupa, pacnpoctpaHeHa B CLUA, EBpone un
AnoHnn. AKTUBHO BHegpsieTcs B Poccum n ctpaHax CHI. B CCCP opraHusauuns
reHeTUYeCKOro KOHCY/ibTUPOBaHUSA HavYanacb ewe B 1970-e rogbl. B Hawwn aHn Hanbonee
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pacnpocTpaHeH oba3aTeNbHbIN aHaNn3 Ha ABa HacnenCTBEHHbIX 3aboneBaHns:
heHnnKeToHypuio (YyMCTBEHHOE OTCTaBaHMe, CBA3aHHOE C HapylweHnem metabonnsmMa
AMVHOKWNCIOT, rNaBHbIM 06pa3om heHnNanaHnHa) N BPOXXAEHHbIA TMMOTUPEOD3
(HeLoOCTaTOK FrOPMOHOB LWMTOBUAHON Xene3bl). B CLUA MnageHuUeB TeCTUPYIOT B CpeQHEM
Ha 7-8 HacnenCcTBeHHbIX BonesHen.

He ncknw4yeHue B 3ToM nnaHe un LLesenyapusa. Kommccmsa no Bonpocam Hayku
HauwvoHanbHoro CoseTa BHecs1a B OKTAbpe 3Toro roga Ha pacCMOTPEHME NpaBuUTebCTBaA
npennoXXeHne o co3aaHnm eguHon 6asbl AaHHbIX FEHETUYECKNX nccnepoBaHnin. C ston
Lesiblo BCEM POANTENAM HOBOPOXKAEHHbIX Meankun byayT npegnaraTb NpoOBECTU aHAIN3
OHK nx manbiwen ¢ nocnenyouwmMm 3aHeceHeM noayYeHHbIX AaHHbIX B eaunHyo 6asy. K
OAaHHbIM NOJlyYaT JOCTYN TOJIbKO MeAuKK (C corsiacmsa naumeHTa) Uam - ecam nHgpopmaumsa
BHOCUTCH @aHOHUMHO - NCCriefoBaTeNun, B Hay4YHbIX Lenax. MHuunaTop npoekTa XKak
HenpuHr (genyTtaT oT XpUCTUAHCKO-geMoKpaTmnyieckon naptum LLsenuapun (PDC), KaHTOH
Bo) cunTaeT, 4To NnonobHble nccnenoBaHusa byayT NpoBOAMTLCSA B MEPBYIO o4epenb B
MHTepecax HOBOPOXXAEHHbIX. 3TO NO3BOJIUT BOBPEMS BbISIBUTb NMPeaApacnoOXXeHHOCTb K
Tem nnn nHeiM 3aboneBaHUsaM, NPUMEHUTbL COOTBETCTBYIOLLYIO Tepanuio n nsbexaTsb,
Takum obpasom, foporocToswero nevyeHuns. K ToMy e B CBA3M CO CHMXKEHMEM CTOUMOCTHU
reHeTM4eCcKoro CKpMHMHra, Takas npouenypa ctaHeT 1 BoBCe 0OblYHbIM MEONLMHCKUM
obcnenoBaHmeM.

Y10 e, Nlerye npegynpeanTb, YeM BblednTb. OQHAKO NpoBeaeHne reHeTUYecKmnx
aHaNM30B, CBSAA3AHHbIX C BTOP)XXEHNEM B CBSAATAs CBATbIX YEJIOBEYECKOr0 OpraHmn3Ma - ero
YXM3HEHHYI0 NaMsATb, MATPULY, Ha KOTOPOW 3anuncaHa BCs MHOOPMaLMs O ero opraHmsMe, -
[OJKHO MOAYUHATBLCA CTPOrMM N YETKUM MNpaBuiaM.

B cBoeM oTBeTe, onybsinkoBaHHOM 22 Hos6ps, PenepanbHbii CoBET BbiCKa3aJsica MpoTuB
TOro, 4Tobbl poanTensM BCeX HOBOPOXKAEHHbLIX MeANKK npeanaranm caenate aHanms AHK
MaJbllen C nocaenyrouen opraHmsaumnen XxpaHeHns Noay4YeHHbIX pe3ynbTaToB B
obwerocygapcrteeHHoOn 6a3e AaHHbIX.

Mo MHeHUto PepepanbHoro CoseTa, NPOCTOro corsiacnga poanTtenen (Kak Toro XoTaT
rnapiamMeHTapum) HefoCTaTo4YHO. Beab Ntoasam, He 3HaKOMbIM C MOCNEAHUMU
AOCTVMKEHNAMU MeANLNHbI, TPYAHO 06 bEKTUBHO OLLEHUTL BCE 3a U NPOTUB Takoro
obcnenoBaHuA. HenpaBoMepHO B Takon CUTyauumn npegnaraTtbe Bcem 6e3 ncKatoyYeHms
poanTenamM NpoBoauTb NogobHoe nccnegoBaHume.

YneHbl NpaBuTeNbCTBA B CBOEM MUCbME TaK>Xe HAaNOMHWUIIN, 4TO henepasibHbIA 3aKOH O
NMPOBeAEeHNN FreHeTNYECKNX NCCeaoBaHUN HaceneHns ot 8 okTabps 2004 roga yxe
npeaoycMaTpuBaeT OCyLWeCcTBeHNe TeCTMPOBaHUSA HOBOPOXKOEHHbIX, HO MPW YC/I0BUN:
TaKoW aHa/IN3 MOXXHO NPOBOANTL TOJILKO B TOM C/ly4ae, ecsim 3To Heobxoammo no
COCTOSIHMIO 340p0Bbs pebeHka.

3anpeLeHo NpoBoAnTb FreHeTUYECKOEe NCC/Ief0BaHNE B TOM Cjlydae, eCc/in pesybTaT He
NMO3BOJINT YJYHYLLINTb COCTOSIHME 310POBbS MPU MOMOLLM TEPANEBTUYECKMX,
NPOMUIAKTUYECKUX MEP U MYyTEeM NCUXOSIOrMYEeCKOoN noanep>xkKu. B 4acTHOCTU, 3aKOH He
NO3BOJISIET BbIMOJIHATbL TECThI C Lie/Ibl0 BbiIBJIEHUS 601e3HM, KOTOPas MOXKET MPOosSBUTLCS
TOJIbKO BO B3POC/IOM COCTOSAHUM U Ha Pa3BUTUE KOTOPOW MOBINSATb B I€TCKOM BO3pacTe
MeOVKN HUKaK He CMOoryT. HacneacTBeHHOCTb - HAaC/ieACTBEHHOCTbIO, HO BIOJIHE
BEPOSITHO, YTO B CMJIy CTe4YeHMss 61aronpuaTHbIX 06CTOATENLCTB HEAYT M BOBCE HUKAK
cebsi He NMPosIBUT, @ BOT NCUXOJIOMMYECKYO TPaBMy reHeTUKN TOYHO HaHecyT 1 pebeHky un



ero poanTtendam.

3aKOHOM TaK)Xe perysmpytTcsa YC/I0BUSA MacCOBOIro NpoBefeHNs reHeTu4YeCcKmnx
nccnefoBaHU cpenn BCero HaceneHnsa Ui BHYTpY onpenesieHHON coumnanbHOM rpynmbl.
Takue TeCTbl BO3MOXXHbI JIMLLb MPY HaJINYUM COOTBETCTBYIOLLEr0 paspeLleHuns u coriacus
naumeHTa. B HacToswee BpeMs B LLBenLapun NpakTUKYIOTCA reHeTUYeCKmne aHan3bl Ha
BbisiBNIeHMEe ceMn 3aboneBaHni (NpemmMmyLecTBEHHO Hac1e4CTBEHHOrO XapakTepa),
CBfAI3aHHbIX C HapyLeHnem obMeHa BeLeCTB U TOPMOHaIbHOW AUCHYHKLUNEN, KaK,
Hanpumep, MeHNIKETOHYPUN.

B paMKax CyLlecTBYIOLWEro 3aKOHa Y>Ke& BO3MOXXHO PacLUMPUTb CNEKTP TeCTUpyeMbIX
3aboneBaHun, cynTaeT PenepanbHbin CoBeT. Hanpumep, B HacTosLWee BpemMS
LWBENLapCKNe reHeTUKM akTUBHO 06Cy>X4atoT BO3MOXKHOCTb TECTUPOBAHUSA Ha
npeapacnoioXXEeHHOCTb K MYKOBUCLIMA03Y (KUCTO3HOMY hnbpo3y noa kenyno4Homn
Xenesbl).

Hy, a 4To KacaeTcsl co3faHusa eanHoln 6asbl reHeTUYECKMX AaHHbIX HAacesIeHus,
NPaBUTENbLCTBO MPUAEPIKMBAETCA MHEHUS, YTO B HE HET HY>XX /bl BBUAY
3anJlaHMpPoBaHHOro B ByayLlemM 371eKTPOHHOro AoCke NauneHTa. Ecnmn Bpavyam
NoHa#obUTCA NONYYNTb AOCTYN K UCTOPUM BONIE@3HU TOr0 UK MHOTO FPaXKaaHUHa,
NOCTaTOYHO ByAeT OTKPbITh €ro «3/IeKTPOHHY MEeANLMHCKYI0 KapTy». A
nccnenoBaTeNsiM, eC/iM OHU XKeNaloT UMETb B CBOEM PACMOpPSXKEHUM TaKyto UHGopMaLmio,
NpeacTOUT co3aaTb CBO Ha3y AaHHbIX.

YT0o 3anporpaMmMmpoBaHO B Ka>KaoM 13 Hac? Ha Takyto noabopky nHpopmaummn
nob6onbITHO 66110 6bI B3rNsHYThb. 1 HE TONILKO MeanKkam 1 y4eHbiM. B nocnegHee BpeMms
BCe Yalle BbICKa3bIBAlOTCA MHEHUSA O TOM, 4TO nccnegosaHmne AHK HOBOpo>KOeHHbIX 1 cbop
reHeTU4YeCcKom NHopMaLMN - HAYTO UHOE, KaK TPIOK, 3aBYyaJIMPOBaHHbLIA No4 MacKomn
MeanUMHCKON HeobxoammocTu. NonyyYeHHble faHHble NOCTYNalT B e4UHbIN peecTp
HacesieHUA NJaHeTbl, @ BO BCEMUPHOW «MaTpuLe» OKa3aTbCA HUKOMY He 3axo4eTcd. Ho 3To
y>Xe 13 pa3psaga KNHOPaHTaCTUKMN.

FeHeTuKa, OTKpbIBLUAsA nepen y4eHbIMN HeEOrpaHNUYEeHHbIe BO3MOXKHOCTU, 6e3yCnoBHO,
npuHecna n ele NpUHeCeT HECOMHEHHYI0 NoNb3y MeauunHe. OaHaKo BBUAOY TOro, YTO ee
chepa NpUMeHeHns CBsi3aHa C MaTepuasioM MNoBbILLEHHOr0 PUCKa - HalLen C BaMun
Hac/eaCTBEHHOCTbIO - paboTa reHeTUKOB A0J1XKHA BbITb NOAYMHEHA CTPOrMM NpaBuiam. B
3TOM MJlaHe B3BeLLUEeHHbI BepaAnKT PenepasibHOro CoBeTa NpeacTaBaseTcsl COJIOMOHOBbLIM
peleHnem.
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