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MaTtpuua ans HoBopoXaeHHbiX|La matrice
pour les nouveaux-nés

AsTop: Jlenna babaesa, bepH, 27. 11. 2012.

«Mama, 2 Bepto, 4TO Tbl NpUMeLLb nNpaBusibHoe pelleHne» (KEYSTONE)

C KakoW LeNblo MPaKTUYeCKN BCEM HOBOPOXXAEHHBIM BO MHOMMX CTPaHax Mupa npoBoasT
06s13aTesIbHOE rEHETNYECKOE TECTUPOBaHNE? [Ns BbIBAIEHNS MPEeAPaCcnoSIOKEHHOCTU K peaKUM
HacNeACTBEHHbIM 3a60/1€BaHUAM, YBEPSIOT MEAVNKMW, NPW3blBas POAUTENEN NOBCEMECTHO NpuberaThb
K FeHeTMYECKOMY CKPUHMHTY. LLIBeiapckoe NpaBUTeNbCTBO BbICKA3aslo CBOE MHEHME M0 3TOMY
nosogy.|

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
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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.

[eHeTNYeCKNA aHaNn3 UK, Kak cenvyac NPUHATO FrOBOPUTb, KCKPUHUHM» - CCNefoBaHme,
no3BonsoLLee AMarHOCTUPOBATb TO UK MHOe 3aboneBaHne Ha paHHen CTagun, Koraa TPeBOXHbIe
CUMNTOMBI eLLe He NPosABAAITCA. B HacTosLee BpeMa Takas AMarHoCTUKa LMPOKO NPUMEHSAETCS BO
MHOIMMX CTpaHax Mupa, pacrnpoctpaHeHa B CLUA, Espone n AnoHnn. AKTUBHO BHeppseTca B Poccun un
cTpaHax CHI. B CCCP opraHM3aumnsa reHeTU4eCKoro KOHCYJJIbTUpOBaHMA Havyanachk euwle B 1970-e
rofbl. B Hawwu oHW Hambonee pacnpocTpaHeH oba3aTenbHbI aHaAnM3 Ha ABa HaceACTBEHHbIX
3aboeBaHMA: PEHUNKETOHYPMIO (YMCTBEHHOE OTCTaBaHme, CBA3aHHoe C HapyLlleHneM MeTabonumsma
aMUHOKWCJIOT, rNaBHbIM 00pa3oM (heHnnanaHnHa) u BPOXXAEHHbIM rMnoTupeos (HefocTaTok
FOPMOHOB WMTOBMAHON Xenesbl). B CLLUA MnageHueB TECTUPYIOT B CpeHEM Ha 7-8 HacneACTBEHHbIX
bonesHen.

He ucknoyeHmne B 3ToM nnaHe u LWeenuapusa. Komuccmus no sonpocaM Hayku HaumnoHanbHoro CoseTa
BHecCs1a B OKTAOpe 3Toro rofia Ha paccMoOTpeHue NpaBuTeNIbCTBa NpPeasoKeHne 0 CoO34aHnN eAUHON
6a3bl 4aHHBIX FeHeTUYeCKNX nccnegoaHuin. C 3ToM Lesbio BCEM POAUTENAM HOBOPOXAEHHbIX
Meankun byayT npepnarate nposecTn aHanu3 OHK nx Manbilwen ¢ nocnegyowmm 3aHeCeHneM
NOJYYEHHbIX faHHbIX B eAuHyto 6a3y. K gaHHbIM nonyyYaT AOCTYN TOJIbKO MeAUKM (C cornacumsa
nauneHTa) Wam - ec/in MHPopPMaLUs BHOCUTCSH aHOHUMHO - UCCNefoBaTeNn, B HaY4HbIX Liensax.
NHnumaTop npoekTa Xak HenpuHr (genytaTt oT XpUCTUAHCKO-AEMOKPATUYECKON NapTum
LWsenuapun (PDC), KaHTOH Bo) cynTaeT, 410 NnoaobHble nccnegoBaHusa byayT NpoBOANTLCS B NEPBYIO
o4Yepelb B MHTEpecax HOBOPOXXAEHHbIX. 9TO MO3BO/INT BOBPEMS BbISBUTb MPEeAPacnoNoXeHHOCTb K
TeM AN UHbIM 3a60NeBaHNAM, MPUMEHNTL COOTBETCTBYIOLLYIO Tepanuio n n3bexaTb, Taknum
obpasom, goporocTosiero nedeHns. K ToOMy e B CBA3M CO CHVXKEHWEM CTOUMOCTU FeHeTUYEeCKOro
CKPWHWHra, Takas npouenypa CTaHeT 1 BOBCe 0ObIYHbIM MeANLIMHCKUM 0DCeloBaHMEM.

Y10 e, nerye npegynpeanTb, 4eM BblievynTb. OOHAKO NpoBeeHne reHeTUYeCKUX aHans3os,
CBA3aHHbIX C BTOPXXEHNEM B CBATAA CBATbLIX Y€/10BE€4E€CKOro opraHn3ma - €ro X1n3HeHHy namaTb,
MaTpuuy, Ha KOTOpOVI 3anncaHa BCA MHMOpPMaLMs 0 ero opraHusMe, - O/HKHO NOAYMHATLCA CTPOrUM
N HETKKM MpaBuiaM.

B cBoem oTBeTe, onybnnkoBaHHOM 22 Hosbps, ®eaepasnbHbln COBET BbICKa3aaca NpoTMB TOro, YTobbl
POAMTENAM BCEX HOBOPOXAEHHBLIX MeAVKM npefnaranu caenate aHann3 JHK manbiwen ¢
nocneayroulen opraHm3saumnen xpaHeHns Nosly4yeHHbIX pe3yibTaToB B obLerocygapcTBeHHoN base
LaHHbIX.

Mo MHeHuto ®enepanbHoro CoBeTa, NPOCTOrO COrnacus poauTenei (Kak Toro XoTaT
nap/jlaMeHTapun) HeJoCTaTo4YHO. Beb NtoaaM, He 3HAKOMbIM C NOCAEAHUMU AOCTUXEHNAMU
MeAMNLMHbI, TPYAHO 06 bEKTUBHO OLEHWUTL BCE 3a U NPOTMB Takoro obcnenoBaHus. HenpaBoMepHo B
TakKol cuTyauun npennaraTb BCeM 6e3 NCKOYEHUS POANTENSIM NPOBOANTbL NoAobHoe
nccnenoBaHme,

YneHbl NPaBUTENLCTBA B CBOEM MUCbME Tak)Ke HaMoOMHUAW, YTO hefepasibHbIA 3aKOH 0 MPOBELEHNN
reHeTUYeCKNX NCCNeoBaHNiA HaceneHns oT 8 okTabpsa 2004 roga yxe npefycMaTpuBaeT
OCyLLeCTBNIEHNE TECTUPOBAHMNS HOBOPOXXAEHHbIX, HO MPU YCIOBUW: TaKOW aHaIM3 MOXXHO MPOBOAUTb
TOJIbKO B TOM C/ly4ae, ecv 3T0 Heo6X0AMMO MO COCTOAHMIO 340POBbs pebeHKa.

3ar|peu.LeH0 npoBOAONTb reHeTN4YeCKoe nccnengoBaHne B ToM Cnydae, €C/im PeE3ysibTaT HE NO3BOJINT
YNYyHWNTb COCTOAHME 300P0OBbLA MNMPU NOMOLLN TePaneBTUYECKUX, I'IpOCIZ)VI}'IaKTI/IHeCKI/IX MEp nnn nyTem
NCUXONOrN4ECKOM nognep>Xxkul. B 4aCTHOCTK, 3aKOH He MO3BOJIAET BbIMNOJIHATL TECThI C LeJbI0



BbIsiBSIeHNs 60Ne3HU, KOTOPasi MOXKET MPOSBUTLCSA TOJIbKO BO B3POC/IOM COCTOSIHUN U Ha pa3BuUTHe
KOTOPOW MOBANSATL B A€TCKOM BO3pacTe MeAUKN HKaK He CMOryT. HacneacTBEHHOCTb -
HACNeCTBEHHOCTbIO, HO BMOJIHE BEPOATHO, YTO B CUJTY CTEYeHNs 61aronpusaTHbIX 06CTOATENLCTB
Heyr 1 BOBCE HMKaK cebs He NPOSsIBAT, a BOT NCUXOMOMMYECKYI0 TPABMY reHEeTUKIN TOYHO HAHECYT 1
pebeHKy 1 ero poanTensm.

3aKOHOM TaK)Xe PeryanpytoTcs YCNoBMsS MacCOBOr0 NPOBELEHNS FreHETUYECKMX NCCeA0BaHN
Cpeau BCero HaCeneHns Uy BHYTPU OnpeaesieHHON CoLManbHON rpynnbl. Takne TeCTbl BO3MOXHbI
NALWb NPU HaIMYUM COOTBETCTBYIOLLErO pa3peLleHns 1 Cornacus nauneHTa. B HacTosee Bpems B
LBenuapum NpakTUKYOTCS FreHeTUYECKE aHaIn3bl Ha BbiSBNEHNe ceMun 3aboneBaHuii
(NpenmMyLecTBeHHO Hac/IeACTBEHHOMO XapakTepa), CBA3aHHbIX C HapyLleHneM obMeHa BELLEeCTB 1
FOPMOHaNbHOW ANCHYHKLUNER, KaK, HanpuMep, heHNNKEeTOHYPUN.

B pamKax CyLLeCTBYIOLLEr0 3aKOHa Y>Xe BO3MOXXHO PaCLUMPUTb CIEKTP TeCTUPYeEMbIX 3abosieBaHNN,
cynTaeT PepnepancHbin CoBeT. HanpmMep, B HacTosLWee BpeMs LWWBENLAPCKNE FreHEeTUKM aKTUBHO
06CYyXal0T BO3MOXXHOCTb TECTMPOBAHNS Ha NPEeAPACMOSIOKEHHOCTb K MyKOBUCLIMAO3Y (KMCTO3HOMY
hnbpo3y nog)xenynoyHoOm xenesbl).

Hy, a 4To KacaeTcsi co3aaHUsl eanHON 6a3bl FeHeTUYECKNX AaHHbIX HAaceNeHns, NPaBUTENbCTBO
NPUAEPXKUBAETCSH MHEHWS, YTO B HEN HET HYXXAbl BBUAY 3arjaHNPOBaHHOIo B By ayLiem
3/1eKTPOHHOr0 f0Chbe NauneHTa. Ecav Bpadam noHaaobuTcs nosyunTb AOCTYN K MCcTopun 6onesHu
TOr0 WM MHOIO rpaXKaaHWHa, AOCTAaTO4YHO 6yAeT OTKPbITb €ro «3/IEKTPOHHYI0 MEANLIMHCKYIO KapTy».
A nccnenoBaTenaMm, eCav OHU XXENaT UMETb B CBOEM PACMIOPSHIKEHUN TaKylo MHAOPMaLKIO,
NPencTouT co3aaTb CBOK 6a3y AaHHbIX.

YT0 3anporpaMmMmMpoBaHO B KaX oM 13 Hac? Ha Takyo noabopky uHdopmauumn nobonbiTHO 66110 Bbl
B3r/1ISHYTb. Ml He TOJIbKO MefMKaM 1 y4eHbIM. B nocnegHee BpeMs BCe Yallle BbICKa3blBAOTCA MHEHUS
0 TOM, 4TO nccnegoBaHme JHK HOBOPOXXAEHHbIX N COOP FrEHETUYECKON MHGOPMALMM - HUYTO UHOE,
KaK TPIOK, 3aBya/IMPOBaHHbLIN MO MaCKoOn MeanuUnHCKON HeobxoamMocTw. Mosy4YeHHble AaHHble
NoCTYNalT B €AMHbIN peecTp HaceNeHns NiaaHeTbl, @ BO BCEMUPHON «MaTpuLe» OKa3aTbCA HUKOMY
He 3ax04eTcs. Ho 3T0 yXXe 13 pa3pana KUHOPaHTACTUKN.

eHeTuKa, OTKpbIBLWAA nepes y4eHbIMNU HeorpaHNyYeHHble BO3MOXXHOCTH, 6e3yC}'IOBHO, npunHecna n
euie npnHeceT HECOMHEHHYIO MNMoJib3y MeANLUNHE. OpgHako BBMAY TOro, 4TO ee chepa NpuMeHeHuns
CBA3aHa C MaTepunasioM NOBbLILLEHHOI0 PUCKa - Halleih C BaMM HaCcNeACTBEHHOCTLIO - pa60Ta
reHEeTUKOB A0JKHa OblTb MOAYMHEHA CTporumm npasujiaMm. B 3TOM nnaHe B3BELUEHHbIN BEPOUNKT
depepanbHOro coBeTa NpeacTaBNdeTCcs COIOMOHOBbLIM PeLLleHUEM.
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