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[naBHas > Kak 3alWUTUTb OT KpaXkn JINYHYI0 MHGOPMaLMIo, 3akstodeHHyo B IHK yenoseka?

Kak 3aluMTUTb OT KPaXXu JIMYHYIO
uHpopMauuio, 3aknioyeHHyo B 1HK
yenoseka?|Comment protéger les
informations personelles contenues dans
I’ADN humain?

ABTop: Jlenna babaesa, Jlo3aHHa, 28. 04. 2017.

Kakue ewle TalHbl HaM NPeACTOUT packpbITb? (emaze.com)

B nocnenHne rogbl yyeHble paclunMpoBasm reHoMbl COTEH ThiCsSY YenoBek. CneumanncThbl
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depnepanbHON NOANTEXHUYECKON WKOAbI JTo3aHHbI (EPFL) 1 YHMBEPCUTETCKOro rocnnTasbHoro
LeHTpa kaHToHa Bo (CHUV) pa3pabaTbiBatoT CNocobbl 3alUTbl TaKUX AaHHbIX, KOTOPbIE XPAHATCSA Ha
cepsepax pasHbIX Y4pexaeHnn. |

Ces dernieres années les scientifiques ont séquencé les génomes de plusieurs centaines de milliers
de personnes. Les spécialistes de I'EPFL et du CHUV développent des méthodes de protection de ces
données, stockées sur les serveurs de différentes organisations.

NHdopmauma o npolwioM, HacTosAweM n byayuiem yenoseyecTsa, cnpsaTaHHas B AHK kaxgoro homo
sapiens, CKOpPO MOXeT CTaTb AOCTYMHON Hayke. Bonpoc 0 COXpaHHOCTU TakMX AAHHbIX BCTaeT BCe
ocTpee, Tak Kak B 2014 rony okosio 229 000 yenosek Ha 3emie fanu corjiacme Ha pacngpoBKy
csomx OHK, nuweT raseta Le Temps, a B 2017-M nx moxeT 6biTb 6onbwe 1 600 000.

B Takon cuTyaumm B HEKOTOPbLIX CTPaHax pa3pabaTeiBaloTCA MHULMATKBLI N0 COOPY, XpPaHEHMIO 1
MNCNOJIb30BaHMIO CTOJIb LLEHHOWN MHopmauun. B LLBenuapnn aTuMm Bonpocamm B bamxaniime
yeTblpe rofa NAaHupyeT 3aHATbCA LLBenuapckas ceTb NepCcoHaNN3npPOBaHHOr0 340P0BbS (aHM.:
Swiss Personalized Health Network, SPHN), co3gaHHas no MHMUMATUBE YHUBEPCUTETOB,
NOJSINTEXHUYECKUX LWKOM N YHUBEPCUTETCKMX rocnuTanen KoHpeaepaumnu.

«CornacHo nHopmaLmm cneumanm3mpoBaHHOro NpaBnTenbCTBEHHOro canTa, B CLUA Kaxayto
HeLesto CoBepLIaeTCa HECKOJIbKO aTak Ha MeaMLMHCKUE YYpex4eHUs», - OTMeTU rniasa
nabopaTtopun KOMMyHMKaLUA U MHPOPMALMOHHBIX NpunoxeHun (LCA) ®epepansHon
NOJIMTEXHUYECKOW KONl JIo3aHHbI XKaH-lbep Y6o.

Mpodeccop Y60 paboTaeT Hal ynyyleHNEM CUCTEMbI KOHTPOAS A0CTYyNa K AaHHbIM 0 [HK, npw
O0AHOBPEMEHHOM YMPOLLEHUN UX OTKPbLITUSA N MCNOJIb30BaHNA B MEANLMHCKUX Lenax. JobuTbca
TaKOro co4eTaHMs HENpPOCTO, HO, KakK 3aMeTus Npogeccop, «BCe XOTAT N0JIb30BaTbCA NaoLaMu
nporpecca 6e3 0CNOXHEHWI: KaXK bl X04eT €34MTh Mo aBTOTpaccaM, HO HUKTO He xenaeT, 4Tobbl
OHM MNPOXOANIN PALOM C €ro LOMOM».

LLBenuapckune cneunanncTel NpegnaratoT roMOMOPgHOE WKgpoBaHNe, KOTOPOE OT/INYaeTCs oT
MeToAa, NPUMEHSEMOr0 B UHTEpHETE N BaHKOBCKMX TpaH3akuusax. FoMoMopdHbIN cnocob
npusnekaeT XaH-lNbepa Y60 TeM, 4TO C JaHHBIMU MOXXHO paboTaTb, He Aewundpys ux, Toraa Kak
Npu KJIAaCCMYeCKOoM LWN(POBaHNN faHHble HeobxoaMMOo CHaYana aewndgpoBaTh.

Y Takoro MeToZa eCcTb M CBOM HeAOCTaTKMW, OAMNH N3 KOTOPbIX - YBEIMYEHNEe KONNYeCcTBa
MaTEeMaTUYEeCKMX OMnepaLnii, 4TO MOXXET 3aMefnTb paboTy KoMnbloTepa. Haa pelleHnem 3Tow
npobnembl paboTaeT KOMIEKTUB N0 PYKOBOACTBOM Y60 B COTPYAHMYECTBE C reHeTnkamm ns CHUV.
Takxe cneunanuncTbl pa3pabaTbiBalOT MHCTPYMEHTbI, MPENATCTBYOLWMNE ONPeaeNeHNo INYHOCTY
naumeHTa.

AKTYanbHOCTb TaKUX UHCTPYMEHTOB MOXHO 00bACHUTL Ha KOHKpPeTHOM npumepe: B 2013 rogy
COTPYLHMK MaccavyyceTCcKoro TeXHO0rMYeCckKoro MHCTUTYTa AHNB Ipaunx Cymesn onpeLenunTb
NNYHOCTb 50 Yenosek, reHOMbl KOTOPbIX HaX0AWINCh B cBOBOAHOM foCTyne B 6a3e AaHHbIX NpoekTa
1000 Genomes Project, conocTaBMB reHeTUYECKME U FreHeasIornyeckme AaHHble, a TakXKe faHHbIe 0
rPaX4aHCKOM COCTOSHUMN.

B 3awuTe reHeTMYeCcKom nHopMaLmMm 3auHTEPECoBaH 1 YaCTHbIN cekTop. KomnaHuma Sophia
Genetics, pacnonoxeHHas B CeH-Cionbnuc (KaHTOH Bo) CToNKHynach ¢ npobnemMon xpaHeHus

NHMopMaL K.

«Ha Kaxgoro nauuneHTa npuxoauntca ot 30 4o 200 rurabanT AaHHbIX», - OTMETUA MEHed)XXep Mo



BONpocaM nHgopmaumm Sophia Genetics Anam MonanHo. Kaxabih rog 06bem AaHHbIX Ha cepBepax
KOMMaHWKN BblpacTaeT BY4ETBEPO, U (pupMe NPUXOANTCA NOCTOSAHHO HapalLMBaTb MOLWHOCTI 4S8 UX
XpaHeHus.

MeTog KoMnaHuu, pa3paboTaHHbIN Npu y4acTum cneunannctos EPFL (Bkntovas XKaH-MNbepa Y60),
noay4mn HassaHme SECRAM: oH rapaHTUpyeT, Y4TO BNafesbLbl BHELLIHUX CEPBEPOB HE CMOTYT
N3BJE€Yb UH(OPMALINIO C XKECTKMX ANCKOB. «be3 kntoyen aelnpoBKM Heb3s Y3HaTb HU
COLEPXKMMOE HYKSIEOTMAHOM NOC/Ie0BaTENbHOCTH, H €€ MONOXKEHNE B FreHOMe», - 3aBepusi Agam
MonuHo.

Co cBoer cTopoHbl, KpucTuH Kroppa, AnpekTop opraHu3aumm Swiss biobanking platform,
obbenunHsowen bnobaHku LLsenuapun, Nog4YEPKHYNA, 4TO «WNMPOBAHNE - MHTEPECHLIN cnocob
rapaHTUPOBaHUA aHOHUMHOCTIU>.

B cTtaTbe «Kyaa BeneT oundpoBbIBaHNE CUCTEMbI 34PAaBOOXPAHEHNA?», ONyOINKOBAHHON Ha CanTe
SPHN, rnasepay oTaeneHns TenemegnumHbl YHMBepcuTeTckoro rocnutans XeHesbl (HUG) AHTyaH
lancbonep oTMeTWA, 4TO COBMNageHne LNGpoBOA 1 FEHOMHOWN PEBOJIIOLMIA NO3BOJIAET NJaHMPOBaTb
pa3BuTue Hosiee NepcoHan3nMPOBaHHON N MPEBEHTUBHON MeANLMHbI.

Ha ctpaHuue LCA nepevyncnsaioTcs puckK, CBsA3aHHbIe C YaeLlleB/IEHNEM PaCLUN(POBKM reHoMa 1
BO3MOXXHbIMW MOCNEACTBUAMUN TakoW onepaunn: nobon Yyenosek, pacnonaratowmn cpeacTeamm 4ns
nonayyYeHns nHpopmauum o cobcteeHHon JHK, MOXXeT nonyyYnTb AaHHbIe NPY MOMOLLM
cneumnann3mpoBaHHbIX upm 6e3 obpalleHns K CBoeMy AOKTOpy. B pe3ynbTaTe MoXeT bbiTb
packpbITa NH(OPMaLUA 0 reHeTUu4eckrx 3abosieBaHUAX, NpeLpacnoioXXeHHOCTU K Pa3BUTMIO
KOHKPeTHbIX BonesHen (Hanpumep, bonesHn AnbLrenmepa), a Npu cornacun YenoBeka Ha
pa3MeLleHne AaHHbIX 0 ero reHoOMe B OTKPbITOM AOCTYyne to6o CMOXET y3HaTb 0 €ro
HaC/N1e4CTBEHHOCTM U POACTBEHHMKAX (BO3MOXHO, NPOTMB 1X BOJIN). KpOMe TOro, C/0XHble BOMPOCHI,
CBSi3@aHHble C NPaBOM Ha HEMPUKOCHOBEHHOCTb YaCTHOM XXU3HWN, MOFYT BO3HUKHYTb Npu
MCNoNb30BaHUN UHpopMauumn o JHK B paMKax paccnefoBaHuns NPecTynaeHnn nam Ans CTpaxoBaHUs
XKU3HW.

X0T4a 3aKOH 0 3anpeTe AUCKPUMUHALMUN Ha OCHOBAHUW FEHETUYECKMX AaHHbIX, BCTYMUBLUUA B CUAY B
CLUA B 2008 roay, 3anpeLLaeT NUCnosib3oBaHNe reHeTU4Yeckon nHopmaumm B chepe MeguLnHCKOro
CTPaxoBaHUA 1 TPYOOYCTPONCTBA (BKAOYAA OTKa3 B 0OPOPMAEHNN CTPAXOBOro Noanca uimn
ohopmneHmne nonunca no bonee BbICOKOW LieHe MO MPUYNHE HAaCeACTBEHHOW NpeapacrnosioXEeHHOCTH
K KOHKPETHbIM 60/1e3HAM; MPUHATME PEeLLeHNn 0 MpremMe Ha paboTy, YBOJIbHEHNAX WA MOBbILLEHMAX
Ha OCHOBe AaHHbIX 0 [1HK), HO «Ha NpakTMKe 04eHb TPYAHO obecneynTb NPUMEHEHME TaKMX
3aKOHOB», YOeXXAeHbl LWBeNLapcKne reHeTrKu.

MaH-Mbep Y60 HAaNOMHUII, YTO YEIOBEYECTBO HAXOANTCS JIMLLIbL B HAYasle AMOXU PE3KOro yBeIMYeHus
obbeMa 3HaHUiA 0 340POBbE YesloBeka. B BrnobaHkax XpaHUTCS NMokKa 04eHb Masio AaHHbIX, «HO
AyMaTb 06 X 3aLMTe HY>XHO Y)Ke Cenyacs.
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