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Bonpocbl Tepmunonorum
B chepe reHeTUYECKUX NCCne0BaHUm

Pestome. B CBA3K C MHTEHCUBHbBIM Pa3BUTVEM FreHETUYECKMX UCCAeA0BaHNIM NOBbLILWAETCA A4OCTYNHOCTb reHeTH-
YeCcKoro TeCTMPOBaHUSA, B TOM YNCEe HAa OCHOBE NOJIHOrTEHOMHOTO CEKBEHMPOBAHMA, NPeAaraeMmoro YacTHbIMK
W rocyaapcTBEHHbIMM NabopaTopuamu. leHeTUYECKoe TECTUPOBAHME MOKET MPUMEHATLCA A1 BbIABNEHUA NPU-
UMHbI 3a601€BaHNA Y NALUMEHTOB C NOAO3PEHNEM Ha HacNeaCTBEHHbIe (opdaHHble) 3a601eBaHUA U B KayecTBe
MHCTPYMEHTa CKPMHMHTa 340P0BbIX /Il04€el, Hanpumep byaywmx pogutenei, N1aHUPYOWNX POXKAEHNE aeTel,
Ha HOCUTEeNbCTBO HacneacTBeHHbIX 3a6oneBaHm7|, ANA BblABNEHNA PUCKOB HAaCNeACTBEHHbLIX OHKONOTMYeCKnxX
3aboneBaHUIt U MyNbTUPAKTOPHbLIX 3a60NeBaHUI, ANa GapMAKOTEHETUYECKOTO TECTUPOBAHUSA, a TaKKe B HemMe-
OVLMHCKUX LLeNsx, Hanpumep ans onpeaeneHus «3THUYECKOro NpoucxoKaeHusa». oMMMO 3TOro, reHeTuyeckue
nccneaoBaHUA MOTYT NPUMEHATLCA ANA AEHTUOUKALMUM IMYHOCTH, B TOM YMCNE B KPUMUHANUCTUKE U B LENAX
reHOMHOM perncTpaLmm, onpeaeneHuns oTLLOBCTBA U APYroro poacTea. B HacToAweli 0630pHOM CTaTbe NpoBeaeH
aHa/IN3 HEKOTOPbIX BOMPOCOB TEPMUHONOMMMU B Chepe reHeTUYECKUX UCCIeL0BAHUI, B TOM YNCIE UX pe3y/bTa-
TOB, @ TaKKe NPaBOBbLIX OCHOB NPOBEAEHNA FeHEeTUYECKOW NacnopTM3aumnm HaceneHus Pocculickol Pegepaumn,
NPYMEHEHNA TEPMUHOB «FEHETUYECKUIA NACNOPT», KTeHETUYECKMI NPOGUAb» U KTEHOMHbII NAacnopPT», KFeHOM-
HbI NPodUab» N AaHbI PEKOMEHAALMN AN COBEPLUEHCTBOBAHMA NPUMEHEHUA COOTBETCTBYIOLLMX TEPMUHOB,
TaKMe Kak CTaHAapTM3auma TpeboBaHmit K 0bOpPMIEHUIO OTYETa/3aKNI0YEHNA O pe3ynbTaTax reHETUYECKOro 1c-
CNefoBaHMA M paspeLleHne BONpoca 0 MeAMLMHCKOM XapaKTepe npoLiecca NoAHOreHOMHOrO CEKBEHMPOBAHMS.
Kpome Toro, npoaHann3mMpoBaHa NpakTMKa UCMNOb30BaHUA TePMUHA KTEHETUYECKMIA NacnopT» B akTax dpese-
PanbHOro YPOBHA, @ TaKKe OTe4yecTBEHHaA U 3apyberkHas antepaTypa n nybankauun CMW. B cTatbe He ToNbKO
PaCcKpbITO NOHATUE NMONHOTO CEKBEHUPOBAHWA reHOMa, HO U NPUBeAEHb! Cydyan 06A3aTeIbHOro MeauKo-6mo-
norunyeckoro obcnenoBaHuA, BKAKOYAKOLWETO NOAHOE CEKBEHUPOBaHME FeHOMa.

© Hawros3auHa H. B., lpuHb O. C,, MyTtunno H. B., bapaHosa E. E., MaTpywes M. A., 2023
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Abstract. Due to the intensive development of genetic research, the availability of genetic testing is increasing,
including those based on genome-wide sequencing offered by private and public laboratories. Genetic testing
can be used to identify the cause of the disease in patients with suspected hereditary (orphan) diseases and
as a screening tool for healthy people, for example, if expectant parents planning to have children are carriers
of hereditary diseases, to identify the risks of hereditary oncological diseases and multifactorial diseases, for
pharmacogenetic testing, as well as for non-medical purposes, for example to determine the «ethnic origin».
In addition, genetic research can be used to identify individuals, including in criminology and for genomic
registration, determination of paternity and other kinship. This review paper analyzes some issues of terminology
in the field of genetic research, including their results, as well as the legal basis for the genetic certification of the
population of the Russian Federation, the use of the terms «genetic passport», «genetic profile» and «genomic
passport», «genomic profile» and provides recommendations for improving the use of relevant terms such as
standardizing the requirements for the preparation of a report/conclusion on the results of a genetic study and
resolving the issue of the medical nature of the full-genome sequencing process.

In addition, the practice of using the term «genetic passport» in federal acts, as well as domestic and foreign
literature and media publications, is analyzed. Not only does the paper reveal the concept of complete genome
sequencing, but also provides cases of mandatory medical and biological examination, including complete
genome sequencing.

Keywords: genetic passport; genetic profile; genomic passport; genomic profile; passport; certification; genetic
certification; genetic screening; legal framework; personal data; biometric data; genome-wide sequencing;
depersonalization of information; depersonalization of information
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B HacTosLLee Bpems B CBSA3M C UHTEHCUBHbIM pas-
BUTUEM FEHETUYECKUX UCCeA0BaHMNM MOBbIWAETCA
OOCTYNHOCTb YCAYT FTEHETUYECKOTO TECTUPOBAHMUSA,
B TOM YMCNE Ha OCHOBE MOJIHOFEHOMHOTO CEKBe-
HMpPOBAHUA, NpeasiaraeMblX YaCTHbIMW U rocyaap-
CTBEHHbIMM NlabopaTopuamU. [eHeTUYECKOE TECTU-
pOBaHMe, B CBOKD 0Yepesb, MOXKET NPUMEHATLCA
ONA BbIABNEHUA NPUYMHBI 3aboneBaHNA Yy Naum-
€HTOB C NoA03pPEHNEM Ha HacNeACTBEHHble (op-
daHHble) 3a60n1eBaHMA M B KAYeCTBe MHCTPYMEHTA
CKPMHMHIA 340POBbIX NOAEN, HAaNpUMep byayLmx
poauTenei, NNaHUPYIOLWKNX POXKAEHNE AETEN, Ha
HOCUTENbCTBO HacNeACTBEHHbIX 3a60/1eBaHUM, Bbl-
AB/IEHNE PUCKOB HACNELACTBEHHbIX OHKOMOMMYECKUX
3aboseBaHMI U MyNbTUPAKTOPHbLIX 3aboneBaHNU,
dapmaKoreHeTUYEeCKOro TECTUPOBAHUSA, a TaKKe B
HEMEeAMLMHCKUX Lenax, Hanpumep gna onpege-
JIEHUA «3THMYECKOTO NPOUCXOXKAEHMAY». ToMUMO
3TOro, reHeTU4YecKne nccnesoBaHMa MOryT Npu-
MEHATbCA ANA NAEHTUDUKALUN NUYHOCTH, B TOM
yucae B KPUMUHANUCTUKE, U B LLeSIAX TEHOMHOM
perncTpaumm, onpegeneHmsa oTUoBCTBA U APYroro
poacTBa.

Ykasom lMpe3smgeHTta PP ot 11.03.2019 Ne 97
«06 OcHoBax rocyaapcTBeHHOW NOAUTUKKM Poc-
cuinckon depepaumn B obnactm obecnevyeHusn
XMMUYECKoM n brnonornyeckom 6es3onacHOCTU Ha
nepuog o 2025 roga v ganbHeNLWYO Nepcnekx-
TMBY» K UNC/Y OCHOBHbIX 334a4 roCcyaapCcTBEHHOM
NOJINTUKKN B 06/1aCTU XMMMUYECKOM N Bronoruye-
CKoM 6e30MacHOCTM OTHECEHbI KaK reHeTu4YecKasn
nacnopTtmMsauma HaceneHusa n popmmpoBaHue
reHeTM4yeckoro npoduman HaceneHus, Tak 1 cosaa-
HUeE YC/I0BUIN ANs NPOBEAEHUS TeHEeTUYEeCKoM nac-
nopTmMsaummn HaceneHus. Kpome toro, Mporpamma
dYHAAMEHTaNbHbIX HAayYHbIX UcciegoBaHMi B Poc-
cuiicko ®egepaumm Ha 4ONTOCPOYHDIM Nepuog,
(2021-2030 rogpl), yTBEPKAEHHAA PACNOPANKEHN-
em lMpasutenbcrtea PO ot 31.12.2020 Ne 3684-p,
npeaycmaTpuBaeT NpoBeAeHMe HAay4YHbIX Uccne-
[O0BaHMIN B OTHOLWIEHMW NpeaMeTHOM obnactn —
«reHeTMYeCKnit NacnopT ANYHOCTUY.

B cooTBeTcTBMK C YKasom [lpesngeHTa oT
13.03.1997 Ne 232 «O6 OCHOBHOM AOKYMEHTE,
YAOCTOBEPAIOLWEM IMYHOCTb Fpa*kaaHMHa Poc-
cuiickon ®epepaumm Ha TepputTopmm Poccninckoit
depepaumnm» nacnopT rpaxkaaHnHa Poccniickoi
depepaynm ABNAETCA OCHOBHbIM AOKYMEHTOM,
YAOCTOBEPAIOLMM NNYHOCTb rparkaaHnHa Poccmin-
cKolt Depepaumu.

leHeTnyeckne nabopaTopmm 3a4acTyto Haume-
HYIOT «FEHETUYECKMM NacnopToM» npegnaraemyto
MMM YyCAYTY NO NONHOM pacwndpoBKe reHOMa
YyesioBEKa C NOCNeayoWwMMN PEKOMEHAALMAMMU.
B npMmeHAeMbIX Ha NPaKTUKe PYKOBOACTBAX Mo
MHTEepNpeTaumnm gaHHbIX NOCAen0BaTENbHOCTH
OHK yenoseka, nofy4yeHHbIX MeTO4amMKn Macco-
BOro nNapanfenbHoro cekseHnposaHua (MPS)
(pepakumna 2018, Bepcus 2) He cTaHAAPTM30BaHbI
TpeboBaHMA K OTYETHOMY LOKYMEHTY O pe3y/bTa-
Tax reHeTMYeCcKoro nccaeoBaHmA, B TOM YMCIE O
TOM, KaKyto MHGOPMaLMIO JOMKHbI BKAOYATb pas-
Oenbl oT4yeTa.

BmecTe ¢ TeM OTCYTCTBYIOT POCCUICKME pEKO-
MeHZaumK, BKAoYatowme TpeboBaHMA K Ha3Ba-
HUIO TEHETMYECKOrO OTYeTa U/IN 3aKJKYEeHUA,
Bbl4aBaemMoro no pesyabtatam UccaenoBaHuUm
Y 340POBbIX MHANBUAOB, @ TaKKe TpeboBaHMA K
COCTaBy M 0GOPMIEHMIO OTHETA W 3aK/IOYEHMUA O
pe3ynbTaTax TaKOro reHeTUYecKoro nccaenoBa-
HUA. BcneacteBue 3TOro B POCCUMCKOM Hay4yHOM
NnTepaType MOMKHO BCTPETUTb TEPMUHONOTUIO
«reHeTUYECKUI OTYET», «reHeTMYecKkuit nacnopt/
npodunb», «reHOMHbIV NacnopT/npodunby, «re-
HETMUYECKUI CKPUHUHI» U KTEHETMYECKOEe 3aKto-
YyeHue», COOTHECTU 3TY TEPMUHOJIOTUIO C CoAep-
YKaHWEeM TaKoro nccaefoBaHuaA 3aTpygHUTENbHO.

Pe3ynbTaTomM NONHOreHOMHOTO 1cces0BaHmA
ABNAOTCA 2 KAaTeropum AaHHbIX:

1) HensmeHsemasn (NocTosiHHaA) — pacwndpo-
BaHHasA nocnegosatenbHocTb IHK yenoseka (raw
data, cbipble AaHHble), NpeacTaBastowan coboi
HenpurogHyto ANA NCNOb30BaHNA NOTpebuTenem
MHPOPMALMIO B BUAE KaK eCTb;

2) usmeHAemas — UHTepnpeTauusa reHeTuYe-
CKOW Moc/ief0BaTe/IbHOCTU Ha NpeaMeT Haanyma
B 6a3ax AaHHbIX ONMUCAHHbIX Cly4aeB MyTaLUi,
KOTOpas M3MEHSETCA C NONyYeHNEeM HOBbIX Hayy-
HbIX SAHHbIX.

[JaHHble NONHOTeHOMHbIX UCcCnefoBaHUM
OCTAlOTCA C Ye/IOBEKOM B TeHEHME BCEN KU3HU:
OHW nognexaTt gAUTeNbHOMY XPaHEHUID, MOTYT
6bITb MHOTOKPATHO MCMONAb30BaHbI, NoanexaT
perynipHoOMy nepecmMmoTpy C y4eToM Noc/ieaHUX
Hay4HbIX AaHHbIX. [l03TOMY BOMNPOCHI, CBA3AHHbIE
C onpeaeneHMeM COAEPKAHUA TaKNX NMOHATUI, KaK
«pe3yNbTaTbl NOJHOrEHOMHbIX UCCNEef0BAHNINY,
«reHeTU4Yeckuii nacnopt/npodunby» U «reHOMHbIA
nacnopt/npoduab», U onpeaeneHme nopagaKa
[0CTYNa K cooTBeTcTByoWwen HPopmaumm noa-
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NEXUT WNPOKOoMyY npodeccroHasbHOMY U 0bLe-
CTBEHHOMY 06CYXAEHUIO, B TOM YMC/E B LENAX
nocaeaytowen opugnyeckomn sepmbmKaumm mn
KBannduKaumu.

Ob6palleHne ¢ 4aHHbIMU NOSHOTEHOMHbIX UC-
CNefoBaHUI N UX MHTEpNpeTauma TpebyeT co3aa-
HUA UT-MHPPaACTPYKTYpbl, NO3BONAIOLLEN:

1) XpaHWTb B 3aLLULLEHHOM BUAE AaHHble ce-
KBEHMPOBAHMA — pa3mep Pes3y/bTaToB OL4HOIO
nuccnenosaHuA B ucxogHom suae (raw data) co-
ctasnaet 100 I6;

2) obecneynTb 3aLLMLLEHHbIA HA4EXKHbIN A0-
CTYyN Ha OCHOBE PA3/IMYHbIX NPaB ZOCTyna cybb-
eKToB 06paboTKM COOTBETCTBYHOLLMNX AAHHbIX K
nepBUYHbIM SAHHbIM CEKBEHUMPOBAHUA U K UHTEP-
npeTaunm sTUX AaHHbIX (FreHETUYECKUI OTYET);

3) obecneumnTb cTaHgApTM3aLMIO NpoLecca
aHaNM3a JaHHbIX CEKBEHMPOBAHMA (onpeaeneHus
pedepeHTHbIX 633 faHHbIX U NOPALKa aHaNU3a;
cenyac ucnonb3ytotca 6asbl AaHHbIX, NPenmyLLe-
CTBEHHO MOYYEHHbIX M XpaHawwmxca B CoeanHeH-
Hbix LUTaTax Amepukn 1 BennkobputaHmn).

Takum obpasom, npeasaraemasn reHeTUYeCcKn-
MW NlabopaTopusamM ycayra ¢ HOUMEHOBAHMEM
«reHeTMYECKUI NacnopT» BKAOYAET KaK name-
HAEMYIO, TaK U HEM3MEHAEMYIO YacTb B OT/IMYME OT
obuweynotTpebuTenbHOro M HOPMaTUBHO 3aKpen-
JNIEHHOTO MOHATMA KMACNOPT» — AOKYMEHT «Ha
BCIO KU3Hb» U HEU3MEHHbIN B OTHOLIEHUWN NNY-
HOCTM YesioBeKa.

BmecTe ¢ Tem cpeam nonb3osatenen UHTep-
HeTa NOHATUE KTEHETUYECKUI MACMoPT» ABASETCA
YCTOABLUMMCS M COXPAHSIETCA MHTEPEC K TaKUM

nccnenoBaHUAM, YTO NOATBEPKAAET aHANU3 CTa-
TUCTMKM MOUCKOBbIX 3aNpPOCOB.

Tak, B nepuog 1 ¢espans — 31 man 2023 .
4YMCNO NMOUCKOBBIX 3aNPOCOB «reHeTUYECKUI nac-
nopTt» coctasmno 5,8 Tbic. (4 Ha 100 TbiC. Yeno-
BEK HacesieHUs) B MOMCKOBOM cucteme «IHOEKC»
C YCTPOMCTB Ha Tepputopumn PP. AbcontoTHbIN
MAKCMMYM YMCNA NMOMUCKOBbIX 3aNpPOCOB «reHe-
TUYECKUIA NacnopT» B MOUCKOBOM cucteme «AH-
Aekc» 6ol B nepmog, 1 ceHTabpa — 30 ceHTAbpsA
2022 r. — 11,0 Tbic. (8 Ha 100 Tbic. YenoBeK Hace-
NeHuns).

Hamu 6bin npoBeaeH aHaAn3 NPaKTUKKU UC-
No/Ib30BaHMA TEPMUHA KTEHETUYECKUI NacnopT»
B aKTax ¢pesepaNbHOro ypoBHA, KOTOPbIN BbIABUA
cnepyouwee:

1) TepMUH UCNONb3yeTCA Kak B OTHOLIEHUN
yesoBeKa («reHeTUYeCKMi NacnopT ANYHOCTUY)?,
TaK U B OTHOLEHWUN PACTEHUN — («reHeTuYecKme
nacrnopTa copTa Unu rmbpunaa cesnbCKOX03AMNCT-
BEHHOrO pacTeHuaA»?, «reHeTMYecKkMe nacnopra
rTMBPULOB CBEK/bIM), })UBOTHbIX («reHETUYECKUI
nacnopT 340P0Bbs BbICOKONPOAYKTUBHOMO KpOC-
ca mAacHbIx Kyp»3, «ocobeli Genbix measeaen,
coaepalmxca B Heone»*), MMKpoopraHM3mos
(«moneKrynspHo-reHeTUYeCcKuii NacnopT LWTamma
MUKPOOPraHmnsma»>);

2) ncnonb3oBaHMe TEPMUHA NPOUCXOLMUT KaK
B OTHOLUEHWUU MHAMBUAYANBHO ONpeaeneHHOro
cybbekTa (Hanpumep, KMHAMBUAYANbHbIA Mone-
KYNAPHO-FeHeTUYECKMi NnacnopT cnopTcmeHar®),
TaK U B OTHOLEHUM HeoNpeaeneHHOro Kpyra u
MaTepUanbHbIX U HEMaTepPUasbHbIX SBIEHWUI: Ha-

Pacnopsxenue MNpasutenbctsa PP o1 31.12.2020 Ne 3684-p «06 yTBEpKAEHMM Mporpammbl pyHAAMEHTANb-

HbIX HaY4HbIX UCCeaoBaHMIA B Poccuiickont dPeaepalmm Ha 4onrocpouHbiii nepuog (2021-2030 roapl)».

2 depepanbHblii 3aKoH oT 30.12.2021 No 454-®3 «O cemeHOBOACTBEY ; MocTaHoBAeHWe MpasuTenbcTea PO ot
03.04.2023 Neo 532 «06 yTBepxaeHUn MpaBua ocyliecTBneHUs denepasnbHOro rocysapcTBEHHOMO KOHTPOAA
(Hap3opa) B 06/1aCTM CEMEHOBOACTBA B OTHOLIEHUM CEMAH CE/IbCKOX03:MCTBEHHbIX PACTEHWUI B MYHKTAX Npo-
nycKa Yyepes rocyapCTBeHHYyo rpaHuuy Poccuiickon denepaumm npu BBO3e CEMAH CETbCKOXO3ANCTBEHHbIX
pacTteHuin B Poccuiickyto Pegepaumio U3 MHOCTPaHHbIX FOCYAAPCTB, He ABNAOWMXCA YneHamn EBpasuiickoro
S9KOHOMWYECKOro COK3a, U O BHECEHUU U3MeHeHUI B [paBuaa OCyLLECTBAEHUA KOHTPOAA NMPWU NPOMycKe
VL, TPAHCMOPTHbIX CPEACTB, FPy308, TOBAPOB W KMBOTHbIX Yepes rocyaapcTBEHHYI rpaHuuy Poccuiickoi

depepaunmm».

MocTtaHoBneHue Mpasutenbctea PP ot 25.08.2017 N2 996 «O6 yTBepKaeHUM PeaepanbHOM HayYHO-TEXHUYe-

CKOM Nporpammbl pa3BUTUA CENbCKOTO X03AincTBa Ha 2017-2025 roabi».
4 PacnopsxeHune Munnpupogpl Poccun ot 01.03.2022 Ne 7-p «06 yTBep>kaeHum CTpaTternm coxpaHeHus beso-

ro measega B Poccuinckoit Pegepaunm».

PeweHune Ne 422 MexrocygapcteeHHoro CoBeTa EBpa3uniicKoro skoHomm4yeckoro coobuiectsa «O MexKrocy-

[APCTBEHHOM LeneBo nporpamme EBpasmiicKoro skoHommu4yeckoro coobuiectsa “MHHOBaLMOHHbIE BUOTEX-

Honorum” ».

6 Mpwukas ®PMBA Poccum o1 01.02.2019 Ne 16 «O6 yTBepsKAeHUM BEAOMCTBEHHOM LIeneBoi nporpammsl “Meau-
Ko-brnonormyeckoe obecneyeHne CNOPTCMEHOB CNOPTUBHbIX COOPHbIX KOMaHA Poccuiickon Peaepaummn”».
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npuMmep, reHeTUYecKMit nacnopT nopoabl’, mone-
KyNAPHO-TeHeTnYeckme nacnopra coptos?;

3) B HOPMATUBHbIX NPABOBbIX AKTAX OTCYTCTBY-
eT obLee onpeseneHme NOHATUA KTeHETUYECKUI
nacnopt»’;

4) TepMWH UCMONb3YETCA B OTHOLWEHUU Tex
e 06beKTOoB, K KOTOPbIM NPUMEHAETCA TEPMUH
«reHeTUYecKas AaKTUNOCKOMMUAY», KTEHOTUMNPOBa-
Hue» (DNA profiling, DNA fingerprinting nan DNA
typing);

5) B 3HaUMTENbHOM KONMYECTBE KAMHUYECKUX
pekomeHaauminl® ncnonbayertca TepMuH «reHe-
TUYECKUN CKPUHUHT» B TOM }Ke 3HAYEHMUM, 4YTO U
«reHeTMyeckasa nacnopTusauma».

OnepupoBaHue TEPMUHAMM «FE€HETUYECKUI
nacnopT» MU «reHeTU4ecKan nacnopTmsaLma» as-
NIAETCA INLLIb YACTHbIM C/Tly4YaeM UCMNOJIb30BaHMA
TEPMMHOB «NACNOPT» U «NACNOPTU3aALUA» B POC-
CUMIACKOM 3aKoHOZaTenbCTBe. TepMUH «NacnopT»
NeranbHO UCNONb3YETCA B CIeAYIOWMX 3HAYEHUAX:

1) macnopT Kak AOKYMEHT, XapaKTepusyto-
LM COCTOAHME TEXHNUYECKOTO CPeacTBa UK ero
anemeHTall;

2) nacnopT KaK AOKYMEHT, cogepKalmm nH-
dopmaumio 06 ob6bekTe, AeNCTBUAX, NPOU3BEAEH-
HbIX B OTHOWeHUn obbekTa'?;

3) nacnopT Kak AOKYMeHT 06 OTHOLWeEeHUAX
mexay cybvektamnls;

4) nacnopT Kak AOKYMEHT, YA0CTOBEPAIOL M
AnMYHocTL

5) nacnopT KaKk AOKYMEHT, yA0CTOBEPAIOLWMIA
npodeccMoHanbHbIi, cayxebHbil ctaTycl®.

HecmoTps Ha TO YTO TEPMMH «NacnopTU3auma»
LUMPOKO UCNOb3yeTcs Kak B peaepasibHOM, Tak

M B perMoHasibHOM 3aKOHO4ATENbCTBE, NOAXOAA-
Wwer gnsa WMpoKoro NpUMeHeHun (a He TONbKO B
OTHOLUEHUM KOHKPETHOro 06bEeKTA, HaNpaBieHUA
nacnopTmsaumm) neranbHon geduHULUM COOTBET-
CTBYIOLLLETO MOHATUA HE MMeeTcA.

AHanun3 cny4yaes MCMNONb30BAHUA AAHHOTO
TepMMHA NOKa3blBaeT, YTO NpoLuecc nacnopTu-
3aUMM O3HaYaeT AeATeNbHOCTb No cbopy, obpa-
60TKe 1 06006UWEHUNIO AAaHHbIX U COCTAB/IEHUIO
OOKYMEHTOB, coaeprKalmx Hambonee NoaHyto
MHGOPMaLMIO NO KAKOMY-TMB0 06BbEKTY (Ku/ble
NOMeLLEHWUA, OPraHM3aLUN, TEPPUTOPUN U T.N.) U
nacrnopT UCMO/b3YEeTCA: @) KaK LOKYMEHT, Hanune
KOTOPOro He0H6Xo0A4MMO A1 BOSHUKHOBEHUA UAN
npeKkpaw,eHna NpPaBooTHoWeHN’; 6) Kak YacTb
AOKYMEHTaL MK, KOTOpas BEAETCA B roCyAapCTBEH-
HbIX OpraHax M opraHax MecTHOro camoynpasse-
HUA B LeNax yyeta.

UckntoueHnem aBnaeTca npukas degepasb-
HOM TaMOXKeHHOoM cnyx6bl Poccun ot 23.01.2014
Ne 115 «O nacnopTusaunm TaMOXKEHHbIX opra-
HoB Poccuiickoit ®egepaumm», COrnacHo KoTo-
pomy macnopTmMsauma — 3TO COCTAaBHAA 4acTb
ynpaBaeH4YecKoln aeatTesibHOCTH, obecneymBsato-
LL,as KaYeCTBEHHbIM aHaNn3 GPYHKLUMOHUPOBaAHMA
COOTBETCTBYIOLLEro 06beKTa, BbIpaboTKy eaAnHOro
NOAX0Aa K ero COBEPLUEHCTBOBAHMIO U PA3BUTUIO,
nNpuHAaTUE 3 EKTUBHBIX YNPaBNeHYECKMX peLle-
HWI, COCTOALAN B MPOBOAMMOM KOMMJIEKCE Me-
ponpusaTtuii no cbopy, obpaboTke, 0606LEHNIO U
npeacTaBAEHMIO B BbILLECTOALLMIA OPraH B e4MHOM
YHUOUNUMPOBAHHOM dopme CBEAEHUNA.

MonHOUueHHOEe HOPMaTMBHOE CoAEepKaHue
MMEeeTCA NNLb Y TePMMHA «TeHEeTUYEeCKoe TecTu-

7 MNpwuka3 MuHcenbxo3a Poccum ot 17.11.2011 Ne 431 «O06 yteep:kaeHnn MNpasua B 061aCTU NAEMEHHOIO K-
BOTHOBOACTBA “BuAbl OpraHn3aumnii, ocyLweCcTBAAIOWNX AEATENbHOCTb B 061aCTM NAEMEHHOTO KUBOTHOBOA-
cTBa”, N 0 NPU3HAHMM YTPATUBLLUMMM CUAY NPUKa3oB MuHcenbxosa Poccumn».

MoctaHosneHue MNpasutenscrtea PO o1 21.12.2018 Ne 1615 «O BHeceHUM nameHeHu B PeaepanbHyto Hayu-

HO-TEXHUYECKYIO NPOrpammMy PasBUTUA CENbCKOro Xo3sicTea Ha 2017-2025 rogbi».
°  Jinwb B PegepanbHom 3akoHe oT 30.12.2021 Ne 454-d3 «O ceMeHOBOACTBE» reHEeTUYECKMIA NacnopT onpe-
OEeNnAeTca KaK LLOKYMEHT, CO3Z,aHHbI Ha OCHOBE MOJIEKYNIAPHO-FTEHETUYECKOTO aHan3a CEMAH COPTa UAN TU-

6pMp,a CEe/IbCKOXO0351CTBEHHOTO pacTeHunAa.
10

CMm., Hanpumep: KANHUYECKME peKoMeHaaunn «MepBUYHbIN rMnepnapatupeos» 2020 r.

11 CornaweHue o BBeaeHMM eanHbIX GOPM NacrnopTa TPAHCMNOPTHOrO CpeAcTBa (NacnopTa Waccy TPaHCNOPTHOro
cpeacTsa) M nacnopTa CaMOXOA4HOW MalUMHbI U APYTUX BUOOB TEXHWUKM U OPraHn3aLmMm CUCTEM SIEKTPOHHbIX

nacnopTos, 3akntoyeHo B . Mockse 15.08.2014.
12

MacnopTt 6e3onacHOCTM 06bEKTA TON/IMBHO-3HEPTETUYECKOro Komnnekca (PegepanbHbiii 3akoH oT 21.07.2011

Ne 256-®3 «O 6e30nacHOCTN 06BEKTOB TOMIMBHO-IHEPrETUUECKOTO KOMMIEKCa»).

13

MacnopT cAenKN NPU OCYLECTBNEHUW BaNIIOTHbLIX ONEpaLMii Mexay pesmaeHTamun n HepesumaeHTamu (depe-

panbHbIli 3aKoH oT 10.12.2003 Ne 173-®3 «O BaNOTHOM PeryinpoBaHMmM 1 BalOTHOM KOHTPONEY).
14 depepanbHbIl 3aKOH 0oT 15.08.1996 Ne 114-d3 «O nopaake sblesga u3 Poccuitckont depepaumm 1 Bbesaa B

Poccuitckyto ®epepaunior.
15

[0 HelaBHEro BpeMEHM «NAcnopT MOPAKa», B HACTOALLEE BPEMA — KyAOCTOBEPEHWE IMYHOCTM MOPSAKAY.
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pOBaHWE», KOTOPbIM NCNoNb3yeTcA B KOHBEHLMUN O
3aLLMUTE NpPaB Ye0BEKA U YeSI0BEYECKOTO AOCTOUH-
CTBA B CBA3M C NPUMEHEHMEM AOCTUXKEHUI Brono-
TN 1 meanumnHbl (KoHBEHLMA O NpaBax Yenoseka
n 6uomeanumHe (ETS Ne 164) 1997 r.), 8 onon-
HUTENbHOM NPOTOKOJie K KOHBEHLUMKN O NpaBax
yesioBeKa U buomeamumnHe, KacarLwemca reHe-
TUYECKOro TECTUPOBAHMA B MEANLMHCKUX Lenax
(CETS N2 203) 1 HeKoTopbIX APYrMX AOKYMeHTax™®.

AHanNM3 AaHHbIX OTEYECTBEHHOW U 3apybexK-
HOW nuTepatypbl M nybamkaumit CMU BbiABMA, YTO
TEPMUH KTEHETUYECKUI NACNOPT» NPUMEHAETCA B
cnenyowmx 3HaYeHUAX:

— Habop reHeTUYeCcKNX MapKepoB, NO3BONSAIO-
WMX MAEHTUOULMPOBATb YE/IOBEK];

— CBeAEHUA 0 pesy/ibTaTax CEKBEHMPOBAHUA
reHoMa 4yesioBeKa € yKazaHMeM BO3MOMKHbIX pUC-
KOB BO3HWMKHOBEHWA U pa3BUTUA 3aboneBaHUi
n (unn) coctoAaHU;

— [OKYMEHT, cogepralmnii MHpopmaLuto o
reHeTUYeCcKon MHANBUAYANbHOCTM Ye/IoBEKa Ha
OCHOBE «HeKoAMpYoLWMX» 3nemeHTos JHKY.

Taknum obpasom, B CBA3M C NOCTABAEHHOM B
YKase lNpe3nageHta PO o1 11.03.2019 Ne 97 3aaa-
yel reHeTMYECKOM MNacnopTM3aLmMm HaceneHus u
CO34aHUA reHeTUYeckKoro npodumaa HaceneHua
HeobxooMMO yU4uTbIBaTb Caeaytolee:

1) nacnopTusauma — 37O AeATENbHOCTb MO
cbopy, 06paboTke N 0606LEHNIOD MHDOPMALMN,
no3sosiAlOLWan co3aaTb Hanbonee NoaHoe nNpes-
CTaBNeHWEe O reHeTuYeckom npoduie HaceneHus
Poccuiickon ®degepaunm;

2) cbopy, 06paboTKe U 0606LLEHNIO HE AOMK-
Hbl Noa/iexkaTb AaHHble, KacaloLlmeca nepcoHasb-
HOro reHOMa OTAe/IbHOro Yesl0BeKa, Ha MaHuUny-
NAUMKN C KOTOpPbIMUK TPebyloTca cneumanbHble
paspeleHuns oT dpusnyecknx amu's;

3) nog, HaceneHnem B cuny deaepanbHoro
3aKoHa oT 08.06.2020 Ne 168-93 «O egmHom
bepepanbHOM MHPOPMALLMOHHOM PETUCTPE, CO-
OEprKalllem cBeaeHUA 0 HaceneHum Poccuiickomn
depepaumn» cnegyet NOHUMATb COBOKYMHOCTb

rpaxkaaH Poccuitickon deanepaumm, MHOCTPAHHbIX
rpaxaaH u auy 6e3 rpax4aHCcTBa, BPEMEHHO NAN
NOCTOAHHO NpOXKUBatowmx B Poccuiickon deae-
paLmm M60 NPU3HAHHBIX BeXeHLaMMN UaK Noay-
UYMBLUMX BpEMEHHOe ybexunlle Ha TeppmuTopmn
Poccuitckolt ®egepaummn, a TakKe MHOCTPaHHbIX
rpaxgaH, BpemeHHo npubbiBatoLmx B PoccuiicKoit
depepauymn 1 OCYLLECTBAAIOLWMX B YCTAHOB/EH-
HOM NopAAKe TPYAOBYIO AEATENbHOCTD;

4) reHeTMYeCKas NacnopT13lauma HaceneHus
Poccumn o3HavaeT cbop 06e3nMYeHHbIX AaHHbIX
06 YKasaHHbIX 1MLUAxX, 06pasytoLmnx B COBOKYM-
HOCTW HaceneHue Poccuiickon depepaummn, no
onpeaeneHHbIM NoKasaTenam (HanpaBaeHUaAM).
MonyyeHHaa nHbopmaLma foNKHA UMeTb popmy
rocyaapcTBeHHOM MHPOPMALMOHHOMN CUCTEMDI
(TUC), TpeboBaHMA K KOTOPOI ycTaHOBAEHbI Peae-
panbHbIM 3aKOHOM 0T 27.07.2006 Ne 149-®3 «06
MHbOPMaL MU, NHOOPMALMOHHBIX TEXHONOTUAX U
0 3almTe MHPOPMaLUMMN», BKAOYasa TpeboBaHmMe
0 TOM, YTO NepeyHn BUA0B MHPOPMALLUK, Npeao-
cTaBnsemoi B 06a3aTeNIbHOM NopAaKe, ycTaHaB-
nuBatoTca denepanbHbIMU 3aKOHAMM, YC0BUA ee
npegoctasneHna — MNpasutenscrsom PP nnu co-
OTBETCTBYHOLLMMM FOCYAaPCTBEHHBIMM OpraHamu,
€C/IN UHOE He NpeaycMoTpeHo deaepanbHbIMK
3aKOHaMMU.

Takum ob6pasom, coctaB MHOPMaLMK, HA
OCHOBe KOTOpoWn byaeT NpoxoauTb reHeTnYecKan
nacnopTusaumna HaceneHma Poccumn, OCHOBHbIE
napameTpbl camoit TNC, BKkAtoYan ee o603Have-
HWe U OCHOBbI GYHKLMOHMPOBAHUA, AONKHbI ObITh
onpegeneHbl B pesepasibHOM 3aKOHE.

Cnepyet oTmeTUTb, YTO YKasom [pesngeH-
Ta P® o071 11.03.2019 N2 97 npAmo He npeaycmo-
TpeHo BBeAeHME MHAMBUAYAbHBIX FeHETUYECKUX
NMacnopToB ANA UL, OTHOCALLMXCA K KaTeropum
«HaceneHue Poccuiickoit Pegepaunm», BarKHO
NOHUMaTb, YTO HeEOBX0AMMOCTb cbopa AaHHBIX O
reHeTMYeCKMX XapaKTepuUCTUKax HaceneHna Poc-
cuiickon dPepepaunm, noayvyeHne, XxpaHeHue u
NCMoJ/ib30BaHME 3HAYUTEIbHOIO 06 bema MHOopP-

16 Cm. Takske: PekomeHgauma Komuteta mnHuctpos Coseta Esponbl Ne CM/Rec(2016)8 «06 obpaboTke nep-
COHaNbHbIX MEOULMHCKUX AaHHbIX C LEeNblo CTPAXOBaHMUsA, BKNtOYAA AaHHbIe reHEeTUYECKMX TeCTOB» (NpUHATa
26 okTA6pA 2016 1. Ha 1269-m 3acegaHum npeacrasutenein mmHuctpos) // BlonneteHs EBponeiickoro Cyaa no

npasam 4yenoseka. 2017. Ne 6.

B Hel yKa3bIBAETCs, YTO CTPAXOBLUMK He AONKeEH TpeboBaTb NPOBeAEHNA reHETUYECKMX TECTOB B LieNsX CTpa-
X0BaHMWA, a 06paboTKa AaHHbIX, NONYYEHHbIX B pe3y/ibTaTe TaKUX TECTOB, MOXKET ObITb NPEAYCMOTPEHA INLb

Ha ypOBHE 3aKOHe.

17 pacconoe U. M., Yybykoea C. I., MuKkypoea 1. B. BUOMETPUA B KOHTEKCTE NEPCOHA/bHbIX AaHHbIX U reHeTuYe-
cKoi nHdbopmauun: npasosble npobnembl // Lex russica. 2019. Ne 1. C. 108-118.
18 depepanbHbIi 3aKoH OT 27.07.2006 Ne 152-33 «O nepcoHanbHbIX AaHHbIX».
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TEHOM
GENOME

MaLLMM O FreHax aKTya/ibHa He TOJIbKO AN HayYHbIX
nccnenosaHnin'®, MHpopmaLma o reHax KOHKpeT-
HOro YyenoBeKa, HeobxogMmas B MegULUMHCKUX
uensx, oNXHa 6biTb Ny6oKO MHTErpMpoBaHa B
MeANLMHCKYIO AOKYMEHTALMIO, HO B TO Ke Bpems
O0/KHA 6bITb AOCTYMHA KaK Y4eHOMY-TEeHETUKY
(TexHonorum paboTbl ¢ 6a30l gaHHbIX O reHax no-
CTOAHHO COBEPLUEHCTBYHOTCA M NO3BONAIOT BUAETH
HOBble MOMEHTbI NN MHAYe TPaKTOBaTb MNPUBbIY-
Hble JaHHble), TaK U MegULNHCKOMY PabOoTHUKY,
a TaKXe UHbIM /INLLAaM, KOTOPbIM FpaXKa4aHUH KakK
COBCTBEHHMK TaKon MHPOPMALMK 3aX0UeT ee npe-
AOCTaBUTb, NepeaaTtb 1 T.0.

Kak oTmMeualoT yueHble, NPy HaMYumM A0CTyn-
HOro, HegopPOroro 1 LMPOKO PACNPOCTPAHEHHOTO
WHCTPYMEHTapUA 41° CEKBEHUPOBAHUA reHoMma
NpUMeEHEHUE TeHOMHbIX AaHHbIX B MeauLuHe
BCKOpE CTaHeT CTO/Ib e PYTUHHbIM U 0bblAeH-
HbIM, KaK MCNO/Ib30BaHME Pe3y/bTaToB aHaAn3a
KpOBW, COOTBETCTBEHHO, FTEHOMHaA MHbOpPMaLMA
KarKgoro Yenoseka byaeT HEOTbEMIEMOM YaCTblo
€ero MeanUMHCKON KapTbl, a 0606LLEeHHas reHom-
HaAa MHGopMaUMA NaLMEHTOB — OObIYHOM YaCTbio
MeanLUMHCKOoM cTatucTmkin?’. BmecTe ¢ Tem Heko-
TOopble UccneaoBaTeN M OTMEYatoT, YTo B 611M3KOM
6yaylem reHomHas nHopmauma byaeTt npucyT-
CTBOBATb B KaXX40M NacrnopTe Kak HeoTbemsiemas
YyacTb BMOMETPUYECKUX AAHHbIX MAEHTUPULMpYe-
Mmoro cybbekta?l.

B cooTBeTcTBUM ¢ PepepasibHbiM 3aKOHOM OT
03.12.2008 Ne 242-d3 «O rocyaapcTBEHHOM re-
HOMHOM pernctpaumm B Poccuiickon deaepaumm»
rocyiapCcTBeHHan reHoMHas perncrpauma npoeo-
AMWTCA Kak B 06s3aTenbHOM, Tak U B ,06POBO/Ib-
HOM nopsake. 3aKOHOM yCTaHoBAEHa AePUHULMA
NOHATUA «reHOMHan MHpopMaLuma» — 3TO Nepco-
Ha/ibHble AiaHHble, BKAOYaloWme KoAUPOBaHHYIO
nHdopmaumio 06 onpeaeneHHbIXx ¢pparmeHTax
OE30KCUPUOOHYKNENHOBOM KNCNOTbI GU3MYECKOTO
LA UKW HEOMO3HAHHOTIOo TPyna, He XapakTepwu-
3yowmx nx pusmnonornyeckme ocobeHHocTu. Yka-
3aHHasA gedpMHULMA He NO3BONAET O4HO3HAYHO

YCTaHOBUTb UCMOJIb3yeMbIit METO, CEKBEHUPOBa-
HWA (MONHOreHOMHOE U/IN TapreTHoE).

Mpu sToM cornacHo ®eaepasbHOMY 3aKOHY
«O rocyaapCcTBEHHON rEeHOMHOM perncTpaumm B
Poccuintckoli deaepauunny, obasatenbHol rocyaap-
CTBEHHOM reHOMHOW perncTpaummn noanexar:

1) nnua, ocyKAeHHble 1 OTObIBatOLLME HaKa-
3aHue B BUAE NULLEHUA cBOOOAbI 32 COBEpLUEHUE
TAXKKUX UM 0COD0 TAKKUX MPECTYNIEHWNN, a TaKKe
BCEX KAaTeropui npecTtynieHmin npoTms Nos0BoOM
HENPUKOCHOBEHHOCTU U NOI0BOI cBOBOAbI NY-
HOCTMU;

2) HeycTaHOBNEHHbIE NLA, BUONOTrMYECKUin
MaTepuan KoTopbIX U3BbAT B XO4E NPOU3BOACTBA
C/IeACTBEHHbIX AENCTBUN;

3) Heono3HaHHbIEe TPYNbI (eCTb NPOTUBOPEYMUA
¢ YMNK P®, koTopblit NpeaycmaTpmBaeT TONbKO 064-
3atenbHoe ¢poTorpadmMpoBaHNe U AAKTUIOCKOMU-
poBaHMe HeOMNO3HaHHOIO TPyna).

N3 Hopm DegepanbHoro 3akoHa «O rocyaap-
CTBEHHOW reHOMHOW perncrtpauunm B Poccminckom
depepaunn» cneaytoT ABa BbiBoAa: 1) rpaxkaaHe
Poccuitickont ®epepaumm He MOTFYT NPUHYKAATHCA
K FeHeTUYECKOW pernctpalmm 1 MaccoBOMy reHe-
TUYECKOMY CKPUHUHTY; 2) MacCOBbIN reHeTuYe-
CKUIM CKPUHUHTI BCETO HAaceNeHMA BO3MOMXKEH NNLUb
NPy HaAMYUKU [,OH6POBOILHOIO COMACUA KaXKaoro
rpaxgaHuHa.

B HacToAlee Bpems B NpPesyCMOTPEHHOM
PepepanbHbiMm 3aKoHOM «O roCysapCTBEHHOM re-
HOMHOW pernctpaumm B Poccuiickoit eaepaunn»
denepanbHoi base gaHHbIX reHOMHOW MHdOopMa-
uum (onepatop — MB/A Poccum), KoTopas AencTey-
et ¢ 2009 r., cogep:KaTca AaHHble o0 6bonee 1,1 mAH
reHeTU4YecKmx npoduaen, 4To CoCTaBAAET OKO/O
0,6 % HaceneHuna Poccuiickoin depgepaumnmn??.
6 ¢eBpana 2023 r. B ykasaHHbI PegepanbHblii
3aKOH BHECEHbl U3MEHEHUSA B YACTU pacLUNpPeHUs
nepeyHa auu, noaaexawmx obsasatenbHoOM rocy-
OAPCTBEHHOW rEHOMHOWM perncTpaLmnm, 3a cyeT:
OCYKAEHHbIX M OTObIBAOLWLMX HaKa3aHWe B BUAE
NMweHunsa ceoboabl 3a coBepLueHMe NpecTynaeHuni

1% UcnonbzoBaHWe TEPMMHA «FEHETMYECKMI NacnopT AMYHOCTU» B pacnopsskeHum MNpasutenbctea PO oT
31.12.2020 Ne 3684-p «06 ytBepxaeHUN Mporpammbl GyHAAMEHTAIbHbIX Hay4YHbIX UccnenoBaHuit B Poc-
cuiickon Pesepaumm Ha AONTOCPOUHbIA nepuog, (2021-2030 roapbl)» UMeeT orpaHUYeHHbIV XapaKTep, CBA-
3aHO C MpOBeAEHMEM Hay4HbIX UCCAe0BaHUIA B OTAENbHbIX HayYHbIX M 06pa3oBaTeNbHbIX OPraHU3aLUAX
Poccuiickoit ®epepaunm, o603HaYaeT He IOPULMYECKM 3HAUNMMBIN LOKYMEHT, a 0606LLEHHOE HaMMEHOBaHMe

HanpaBAeHMA Hay4YHbIX pa3paboTok.

20 /lucaueHko A. B. MpaBoBOW pexknm «60bLIMX TeHOMHbIX AaHHbIX»: 338 U NPOTUB cBoBoaHOro obpaleHus //
Poccuiicknin topuaunyeckuii xkypHan. 2022. Ne 2. C. 143.

21 J/lucayeHko A. B. YKas. cou. C. 145.

22 URL: https://mvdmedia.ru/publications/police-of-russia/sluzhba-pol/neizvestnogo-narisuet-ekspert/ (mara

obpaleHus: 13.07.2021).
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BHE 3aBUCUMMOCTM OT CTEMEHU TAXKECTU; Nnojo3pe-
BaeMbIX U OBBUHAEMbIX B COBEPLUEHUW MPECTYn-
JIeHWI; NoABEePrHyTbIX aAMUHUCTPATUBHOMY ape-
CTy. 3TO NO3BOAUT yBENNUNTL Maccm OB ao
5,2 MAH 06beKToB yyeTa (noytu 3,5 % oT obulero
KosnyecTBa rpaxaaH Poccuu).

Takum obpasom, B Poccuiickon degepauunmn
B HacTosllee Bpema GyHKUMOHMpPYET dpeaepab-
Hana 6a3a AaHHbIX reHOMHOW MHbopmaumn MB/L
Poccuu, copepKawas aaHHble o 4o6poBO/IbHOM
1 06A3aTeNIbHON reHOMHOW perncTpaLmm, 1oKab-
Hble 6a3bl AaHHbIX, CO34aHHble B LEensx npumeHe-
HMA BCMOMOTraTeNbHbIX PENPOAYKTUBHbIX TEXHO-
norui, 6asbl JaHHbIX MEANLMHCKUX OPraHU3aLmit.

B page cnyyaes o6sa3atenbHOCTb MeguKo-6Mo-
normyeckoro obcnenoBaHuUsA, BKIOYas NoJIHOE ce-
KBEHWPOBaHWE reHOMa, BbITEKAET U3 cneunudpuKkn
NPOBOAMMbBIX MEANLIMHCKUX MaHUNyAAuMn. Ha-
npuMep, B COOTBETCTBMM C NpMKaszom MuH3gpasa
Poccum ot 31.07.2020 Ne 803H «O nopsaake umc-
No/1Ib30BaHUA BCMOMOTraTe/IbHbIX PENPOAYKTUBHbIX
TEXHOJIOTUIA, MPOTUBOMOKA3aHMUAX N OTPaHNYEHUNAX
K UX NPUMEHEHMIO» NPeayCMOTPEHbI Takne BUAbI
OeATeNbHOCTH, KaK MeauKo-reHeTuyeckoe obene-
OOBaHMe N reHeTUYecKoe TecTUpoBaHMe.

MeaunKo-reHeTUYeCcKMe KOHCY/bTaluum Kak
Heobxo4nMbIN anemMeHT BpayebHoM aeAaTenbHo-
cTM 3aPUKCUpPOBaHbI CErofHsA yKe B bonee yem
70 KNMHUYECKUX peKkoMeHaaumnax (Hanpumep,
KMHUYECKNe pekomeHgauun «fmneptpodu-
yecKana KapguomumonaTtua» ot 2020 r.). OgHako
TO/IbKO B 15 M3 HUX YacToTa NPeaoCcTaB/eHMA 3TON
yCAyru paBHa eamHuue. Kak npasuio, naeHTndu-
Kauma reHoB ABsAeTca obs3aTenbHOM B C/lyYae
opdaHHbIX 3aboneBaHUi, NpMyYem ganeko He Bce
CTaHAAPTbl MEAULNHCKON NOMOLLM NO opdaHHbIM
3aboneBaHMAM MMEIOT YacTOTy NPeoCTaBNeHuUn
3TOW yCAyru, paBHyto eanHuue. Mo MHeHUIo che-
LMannCToB, AMarHocTupoBaTb opdaHHble 3abo-
JIEBAHUA HYKHO ¢ nomolbto AHK-gMarHoctmkm.
BmecTe ¢ Tem 1 B Poccmun, 1 BO BCEM MUPE KONN-
YyecTBO /1abopaToOpPUi, KOTOPbIE MOTYT 3aHUMATb-
cA ngeHTnduKaumen reHoB, BbIABNEHUEM 3TUX
3abonesaHmin, upessblyaitHo Mano?3. U kak 6bino
NMoKasaHo Bbllle, CTaHAaPTbl NpeaycmaTpuBsaoT
3TO B OTHOLUEHWWN HE3HAYUTEIbHOTO KOJIMYECTBa
HO30/10MMI1, U NO MHOIMM U3 opdaHHbIX 3abone-

BaHMI?* cTaHAapThl MeAULMHCKOM NOMOLLM NOKa
He pa3paboTaHbl.

Mpu npoBeaeHUM NccnefoBaHUA MO NOBOAY NO-
[03pEHMA Ha reHeTMYecKoe 3ab0s1eBaHMe B CEMbe U
Npu TECTUPOBAHMM 340POBOT0 Ye0BEKA MOTYT BbITb
BbIAB/IEHbI «C/ly4aliHble HAXOAKUY» C Pa3HOM KANHU-
YeCcKoM 3HaUMMOCTbH0. B page 3apybeskHbIx npodec-
CMOHa/bHbIX PYKOBOACTB MNOABUANCE PEKOMEHAALMU
MO CUCTEMATUYECKOMY MOUCKY KAMHUYECKM 3HAYU-
MbIX BTOPUYHbIX PE3Y/ILTAaTOB — TaK Ha3biBaeMOMY
OMNMOPTYHUCTUYECKOMY CKPUHUHTY. B cooTBETCTBMM
C 3TUM aKTUBHO 0BCYKAAt0TCA ITUYECKUE NPobBAeMbl
ONMOPTYHUCTUYECKOTO CKPUHMHIA B KOHTEKCTE CO-
Pa3MepHOCTU NOAb3bl U PUCKOB 4J18 TECTUPYEMOTO
yenoseka, UHGOPMMPOBAHHOIO COMIACUA U 3aALLUTDI
€ro aBTOHOMMU U CNPABEAJ/IMBOCTH.

MMo3TOMY Ba*KHO He TO/IbKO UMETb COOTBET-
CTBYIOLLME TEXHOJIOTMKN (KaK ANArHOCTUKM, TaK U
NleyeHunn), Ho n obecneynTb X AeNCTBEHHOCTb
W JOCTYNHOCTb. Jns 3TOro paspaboTaHHble cero-
AHA MaHUNYAAUUK (TEXHOIOTUK) Ha YPOBHE reHoB
OONXKHbI BOWTU B K/IMHWYECKME peKoMeHaauumn n
CTaHAAPTbl MeAULMHCKOM NOMOLLM, @ NOPALKM
OKa3aHuA MegULMHCKON NOMOLLM A0MKHbI BbITb
OpUEHTUPOBAHbI HA obecneyeHne MeanLMHCKNUX
OpraHusaLMii COOTBETCTBYIOWMMM CNeunanmcTa-
MM, TEXHONOFMAMMK, 060pyaOBaHUEM, aaMUHMN-
CTpupoBaHuem. MIMeHHO TOraa CAOXKUTCA HeOb-
Xo4AMMasnA a5 naumeHTa Lenoyka: 1) nonyyeHue
nHPopMaLmn O BbIABAEHHbIX AedEeKTHbIX reHax;
2) paboTa c gaHHOW UHPOopMaLmen B MeanLLNH-
CKOM opraHu3saumu; 3) onpeaeneHne BO3IMOXKHO-
cTei 1 cnocoboB NPeaoTBPALLEHNA HACTYNIEHUA
naTo/NIorMYeCcKMX COCTOAHUI; 4) NeYyeHne naumeHTa
B C/ly4Yae yrKe umetolleroca sabonesaHus.

AHanM3 NpoBeAeHMA MACCOBbIX FTEHETUYECKMUX
obcnenoBaHUiM HaceneHNA MeTo40M NnoaHore-
HOMHOTO CEKBEHMPOBAHUSA BbIABWJI, YTO TEPMMUH
«reHeTMyeckuii nacnopT» (Genetic passport) He
NPUMEHAETCA K pe3ynbTaTam UccnenoBaHui. Tak,
B BenmkobputaHuu, roe 8 2019 r. 8 NHS (Genomic
Medicine Service) bblna cosgaHa Cnyxba reHeTu-
YecKUX MeToA,0B ANArHOCTUKM, eveHna U npoodu-
NaKTUKM 3aboneBaHUI, KOTopasa npefocTaBnseT
YCAYTY MO CEKBEHUPOBAHMUIO (ycnyra BKAOYaeT
aTanbl: HanpaB/eHWe NauueHTa, CeKBeHUpPOoBa-
HMe M nocneayrollee MmeauUKo-reHeTUYecKoe

3 [aHgunosa B. . TeHe3UC M NepCneKkTUBbI NPaBOBOro PeryiMpoBaHua obpatieHnsa opdaHHbIX NpenapaTos B
Poccum n 3apybeskHbIx cTpaHax // MeguumHckoe npaso. 2018. Ne 6.

24 Bosnkosa H. C. OpdaHHble 3a60oneBaHuaA 1 0cobble NOTPEBHOCTU rpaxaaH B neKapcTeeHHoM obecneveHnn //
MpaBso rpaskaaH Ha nekapcteeHHoe obecnedeHune : moHorpadua / H. B. NMytuno, H. C. Bonkosa, ®. B. Llomap-

ToBa [u ap.] ; oTB. pea. H. B. Nytnno. M., 2017. C. 143.
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KOHCY/IbTUPOBaHME), LLesieBOM NoKasaTesb Ha
2023/2024 rr. coctasnset 500 TbiC. UCCAeA0BaHUINA.

YKa3zaHHble Mepbl NO PACLUMPEHNIO BO3SMOMXK-
HOCTeW NPOBeAEHNA FEHETUYECKUX UCCNELOBAHWI,
BK/1t0YAs MOSIHOTEHOMHOE CEKBEHMPOBAHUE, a TaK-
e Ux puHaHcoBoe obecneyeHune 3a cHeT CPeacTB
6toaKeTHOM cuctembl Poccuinckoin ®epepauymm
npeacTaBaaoTcA 6onee HeobXxoaMMbIMU ANA
uenel oxpaHbl 340POBbA rPa*kAaH, Hexenu ann
TOTA/IbHOWM reHeTUYeCKon nacnopTUsaymm B Tom
WX HaNOJIHEHWW, KOTOPOE NPeaNaraeTca B pasiny-
HOrO pofa cpeacTBax MaccoBoi MHpopmaunm?,
BK/IlOMAA cO34aHME MHANBUAYANbHbIX FeHeTuYe-
CKMX NacnopToB.

B d®epepanbHOM 3aKoHe oT 29.12.2022
Ne 643-d3 «O BHeceHUU nameHeHnin B deaepanb-
HbI 3aKoH “O rocygapcTBEHHOM pPeryiMnpoBaHnm
B 06/1aCTU reHHO-UHXKEHEPHOM AeAaTeNbHOCTU” »
(BcTynaet B cuay ¢ 1 ceHTabpa 2024 r.) 3akpen-
NeHbl NOHATUA FTeHEeTUYECKUX AAaHHbIX U FeHEeTH-
Yyeckon MHpopmaumn. MNog reHeTUYEeCKMMM AaH-
HbIMW MOHMMAIOTCA CBEAEHUA O TEHETUYECKOM
MHbOPMaALUM PA3AMYHbBIX BUONOrMYECKNX 0ObeK-
TOB, NPeACTaBiAeHHble B dopme, NPUrogHoln ana
nosyveHus (cbopa), cuctemaTnsaumm, Hakonne-
HUSA, XpaHEHUs, yTouHeHMA (0bHOBNEHUS, U3Me-
HeHWs), NICNONb30BAHMA, PAacNPOCTPaHEHUA (B TOM
yncne nepesayn) MU YHUUTOXKEHUA TaKoW MHOP-
maummn. feHeTUuyeckasa MHopmaLma onpeaeneHa
KaK nocnenoBaTe/lbHOCTb HYKNEOTMA0B B NOAN-
Mepax HYKNEeUHOBbIX KMCAOT.

Mpyn 3TOM BaXKHO OTMETUTb, YTO C Y4ETOM CO-
BPEMEHHbIX TEXHO/IOTUI 06e31nYnBaHuA n ge-
obe3nnymBaHunsa MHPopmaL MM COOTBETCTBYIOLLME
cBeAeHUA MoryT 6bITb MCNOb30BaAHbI HeNocpes-
CTBEHHO ANA uenein naeHTMduKaumm nuua.

3aKkpenneHHoe B AeMCTBYIOLEM 3aKoHOAATE Nb-
CTBE LWMPOKOE NOHMMaHUe KaTeropmm nepcoHab-
HbIX AAHHbIX — KaK ftob6oi nHpopmauum, oTHocA-
LLLEMCA K NPSAMO MM KOCBEHHO onpeaeneHHoOMY
unu onpegenaemomy dumsmueckomy amnuy?®, —
No3BOJIAET CAEeNATb BbIBOA, O PACNPOCTPAaHEHUN
3TOro NPaBOBOro peXMma Ha reHeTUYEeCKY UH-
dopmauumio. 3To, B CBOIO o4epeab, Npeanonaraert
pacnpocTpaHeHne Ha AaHHble OTHOLIEeHMA 0bLIero
npasuiaa 06 06paboTKe TaKNUX AAHHbIX UCK/OYN-
TeNIbHO C cornacus nx cybbekTa.

MpeacTaBnseTca, YTO TEPMUH KTEeHETUYECKUN
nacnopT» He MMeeT A0CTaTOUYHbIX NPaBOBbIX U
HAy4YHbIX OCHOBAHUM U He ABNAETCA ONTUMAab-
HbIM 417 0603HAaYeHUA COBOKYMHOCTM MHPOpMa-
LMW, KacaloLenca reHoB OTAE/IbHOMO Ye/10BEKa,
NMOCKO/IbKY €ro COAEPKUMOE MOXKET perynapHo
nepecmaTpmMBaTbCA, @ TEPMUH «reHeTuyeckasn
nacnopTusauma» He NpegnosiaraeT MaccoBoro
NPUHYAUTENBHOIO CEKBEHMPOoBaHMA. Heobxoau-
Ma cTaHAapTu3auma TpeboBaHui K obopmIeHUIO
oTyeTa/3aKNl0MEeHNA O pesysbTaTax reHeTude-
CKOro ncciefoBaHMA NOHOrEHOMHOIO M TapreT-
HOro CEKBEHWPOBAHMA He TO/IbKO ANA NAaLUEHTOB
C NOA03PEHUEM HA Hac/eCTBEHHbIe opdaHHbIe
3ab0n1eBaHUsA, HO U ANA 340POBbIX /1ML, CO34aHNe
cneumanbHOM BbICOKOTEXHO/IOFMYECKOM annapaT-
HOM MHPACTPYKTYpbI ANA NpoBeaeHUs nccneno-
BaHUI U UT-MHdpacTpyKTypbl AnA obecnevyeHuns
XpaHeHMa JaHHbIX U A0CTyNa K HUM. Heobxoau-
MO TaK}Ke paspelleHre Bonpoca 0 MeAnLMHCKOM
XapaKTepe npouecca NoJIHOreHOMHOrO CeKBe-
HMPOBAHMA B PaMKax HayYHOW U MeAULIMHCKOMN
AeATEeNbHOCTU, a TaKXKe uenecoobpasHocTm 0bsa-
3aTeNIbHOCTU permcTpaLmm obopynoBaHuMA B Kave-
CTBE MEeAULMHCKUX U34EeNNNA.
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