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reHOMHbIX UCCIei0BaHWii Yepe3 popmupoBaHue
camoperynupyembix npo¢eccuoHaNbHbIX accoLUaLmil:

AHHOMayus. PaccmoTpeHbl Hanbonee obcyKaaemble HanpaBAEHUA UCNONb30BaHMA UHANBUAYANbHbBIX TEHOM-
HbIX AaHHbIX. OTMeYeHo Bo3pacTaHne obbema ucciefoBaHuii No paclmndpoBKe NHAMBUAYANBHOTO FreHOMa U
MCMNO/Ib30BaHUA FTEHOMHbIX AaHHbIX B 06/1aCTW BCNOMOraTe/IbHbIX PENPOAYKTUBHbIX TEXHONOIMN. OTMeYaeTca, 4To
B Poccuiickoii ®epepaumm obeyaatotca pa3BuTUe 3TUYECKMX NPUHLMNOB, pa3paboTka HaLMOHabHbIX STUYECKUX
TpeboBaHMi, bopmMpoBaHUE ITUYECKOTO KogeKca. CTaBUTCA BONPOC O MEXaHU3MaxX BHEAPEHUA NPUHLMNOB
CaMOpEeryiMpoBaHmaA. BO3MOXKHbIM K/IFOYOM K peLleHMto 3TOr0 BONpoca ABNAETCA CO34aHNE CaMOpPEryInpyemblx
npodeccnoHasnbHbIX accouMalmii, a TaKKe CoBepLLUEHCTBOBaHME 3aKoHoAaTeIbHOM 6a3bl Poccuitckoit ®eaepaumnm
B 3TOM cdepe.
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Abstract. The paper considers the most discussed areas of individual genomic data application. The authors note
an increase in the volume of research on the individual genome decoding and the use of genomic data in the field
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acwudpoBKa reHOMa YeIoBEKa Aana CTUMYA
pa3BUTUIO NPUKNALHBIX UCCNEA0BAHUNI U Le-
JIOro psfa yCayr, 4To, B CBOIO oyepesb, CTaBuT
BOMPOCHI 3TUYECKOIOo M IOPUANYECKOTO XapaKTepa.
MosBMnacb macca NPeMMyLL,eCTBEHHO YaCTHbIX
OpraHusauuii, npeasaratowmx ycayrm no uccnemo-
BaHMIO MHANBUAYA/IbHOTO reHOMa Ha NpeamMerT:
a) NpeApacnoNoKeHHOCTU K bonesHAM; 6) Koppek-
UMM NULLEBOTO PaLMOHa; B) MPOrHO3a CMOPTUBHbIX
BO3MOXHOCTEN IMYHOCTH, A TaK¥Ke NOCTPOEHUA Po-
[OC/IOBHbIX M YCTAHOBNEHMUSA POACTBEHHbIX CBA3EN.
B 3Tom HanpaBieHnmM rnaBHOM npobaemon, Tpe-
bytoleit NpPaBoOBOro YperyampoBaHua, ABAAOTCA
BOMPOCHI NMPaBa Ha MHAMBUAYA/IbHbIE AAHHbIE, BO3-
MOKHOCTU UX XPaHEHMA U Nepesaym TPETbUM NU-
uam. CerofHa CyLLeCTBYEeT BO3MOXKHOCTb XPaHUTb
KaK buosiormyeckmii matepman, Tak u tHbopmaLmio

2
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0 NoC/NeA0BaTeNbHOCTM HYKE0TUA0B reHOMa (3K-
30Ma) KOHKPETHOro NnLa.

CneanyeT 06paTUTb BHUMAHME Ha 3aMHTEPECo-
BAHHOCTb B MOJYYE€HUWN AaHHbIX paclndpPOBKU re-
HOMa CTPaxoBbIMWM KOMMNAHMAMM U paboToaaTens-
MM, YTO MOAHUMAET LeNbli NAACT NOTEHLMANbHbIX
HOPUAMYECKMX KOSIJTU3UIA.

CamocTtoaTenbHaa Nnpobiema — OTBETCTBEH-
HOCTb 33 MHTEPNPETALMIO AaHHbIX, MO/YYEHHbIX B
X0A4e U3y4eHUs MHOAMBUAYANbHOTO reHOMA.

OTaenbHbIM HanpaBAeHUEM ABASETCS TEHETU-
YyecKas KOHCy/NbTaLMA NPpU KelaHUM 3aBecTu ae-
Tel: OHa NpeAcTaB/ieHa Kak B KNacCMYecKom Ba-
pUaHTe — MeaUKo-TeHeTUYecKan KOHCyAbTaumn
npu opdaHHbIX 3a60/1eBaHMAX, TaK U B pamMmKax
Pa3BUTUA BCMOMOraTe/IbHbIX PENPOAYKTUBHbBIX
TEXHO/IOTUNA.

The reported study was funded by RFBR according to the research project Ne 18-29-14078.
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PaccmaTtpuBas npakTUYecKme acneKTbl UCMO/b-
30BaHMA pacwmdPpoBKM reHOMa, HeNb3A HE YyMo-
MAHYTb TaK Ha3blBaemMble reHoreorpaduyeckmne
nccnenoBaHUA. ITU HayYHO-UCCNeL0BaTEIbCKUE
paboTbl BeayTca ¢ cobntogeHMem obLenpuHATbLIX
B HAayKe 3TUYECKUX MPUHLMMOB.

depepanbHbiii 3akoH oT 03.12.2008 Neo 242-93
«O rocynapcTBEHHOM FrEeHOMHOWM perucTpaummn B
Poccuitckoii deaepauunm» onpeaennn NCnonbso-
BaHWE reHOMHOM MHPOopMaLMn B OPUANYECKOM
NpPaKTUKe, OH KacaeTca obsa3aTenbHoM 1 gobpo-
BO/IbHOM FEHOMHOW pernucTpaummn B Leasx ycra-
HOBNEHWUA TMYHOCTH.

Ha mexKayHapoLHOM YPOBHE NepuoaUyecku
nogHMMaeTCcA BOMPOC O BO3MOXKHOCTU CO34aHMUA
TaK Ha3blBaEMOTr0 3THUYECKOro opyKus. Mybanka-
UMM N0 3TON TEME MOXKHO BCTPETUTb B MACCOBbIX
n3gaHunax u MHtepHete. M3 oTHOCUTENbHO O0du-
LManbHbIX 3aABAEHMA MOXKHO NPUBECTU UHTEP-
Bbto, AaHHOe B 1997 r. muHUCTpOM o60opoHbI CLUA
Yunbamom KosaHOM, KOTOPbI Ha3Bal KOHLENLUIO
3THUYECKOro BMONOTMYECKOTO OPYKUA BO3MOMK-
HbIM pUcKom3.

N nocnepHee HanpasneHue, Tpebytoulee topu-
OMYECKOTO OCMbICNIEHWUA, — 3TO AHOHCMPOBaHME
OCYLLECTB/IEHMA B HalLeW CTpaHe reHeTUYeCcKom
nacnopTu3aumMmn HaceneHuaA C y4eToM NPaBoOBbIX
OCHOB 3aLUNTbl JAHHbIX O MEPCOHANIbHOM FreHoOMe
yenoseka n opMnpoOBaHUE FEHETUYECKOTO NPO-
duna HaceneHua®,

OTANYMTENBHOM 0COBEHHOCTbIO paccmaTpuBae-
MO chepbl ABNAETCA OTCYTCTBUE FPaHMULbI MeXay
Hay4YHbIMM UCCNEA0BAHUAMM U NPAKTUKOM OKasza-
HWA FEHOMHbIX ycayr. B otanumne ot gpyrmnx obna-
cTel, Hanpumep GapMUHAYCTPUU, AeATENbHOCTb B
obnactTi reHOMMKM He TpebyeT maclTabupoBaHua
obopyaoBaHMA, 1 OKa3aHMe YCayr MOKeT ObITb Bbl-

MOJIHEHO Ha TOM e 060pyAOBaHUU, YTO U Hayy-
Hble Uccneno0BaHUs.

B HacToswwee Bpema poCcCMnCKOe 3aKOHOoAa-
TeNbCTBO B 06/1aCTN NPOBEAEHUSA FEHOMHbIX MC-
CNefloBaHUI COAEPKUT KaK NPOTMBOPEYNA, TaK U
onpeaeneHHble 3aKOHoAATe/IbHbIE IaKyHbI, TPeby-
toLlmMe ycTpaHeHus”.

OaHol u3 npobnem bpopmmpoBaHMA camope-
ryIMpOBaHMA B 3TOM chepe ABNAETCA MEXANCLIN-
NJMHAPHbIN XapaKTep 3Toi 06/1acT, YTO 0COBEHHO
APKO NposaBsneT ceba B CBA3M C 0COOEHHOCTAMM
poccuiickoro obpasoBaHms, rae npodeccuoHasb-
HaA NoAroToBKa Bpayen, bLMoA0ros U XMMUKOB Be-
AEeTcs Mo nNporpamMmmam € pa3Ho MeToanyYecKkomn
OCHOBOW.

ITUYECKne NPUHLMMbI B MeanLMHE XOPOoLo
pa3paboTaHbl U 3aTPaArnBatoT Kak B3aMMOOTHOLLE-
HWMA BPay-NaLMeHT, TaK U NPOBeAeHNE UccenoBa-
HUIA C yyacTMem YenoBeKa®.

M3 Bcero Kpyra 0603Ha4yeHHbIX Npobaem MoXK-
HO onpeaenunTb ABe 06/1acTu, 41a KOTOPbIX YKe B
61mKalWme roabl aKTyaNbHbIMM CTaHYT 3TUYECKUE
BOMPOCHI M BOMPOCHI NPAaBONPUMEHEHMUA. ITO UH-
AvBuAayanbHaA paclundpoBKa reHoma (aksoma)
M 061aCcTb BCMOMOTATE/IbHbIX PENPOAYKTUBHbIX
TEXHONOTUN, TAe IPULNYECKME acrNeKTbl FreHOM-
HbIX MCCNIe0BaHNIT COYETAOTCA C onpeseneHnem
topuaMYecKoro ctaTyca ambpuoHa.

OnbIT 3apybeXKHbIX CTPaH, rae AOCTUNKEHMUA
reHOMMUKU LUMPOKO BHeapAtoTcA B chepy yCayr,
MOXKET 4aTb HAaM KaK MOJIOKUTE/IbHbIN, TaK U OT-
puuaTenbHbIN Npumep B 061aCTU peryinpoBaHmns
M CaMOpPery/IMPOBaHNA FeHOMHbIX UCCEeA0BaHUIA.

CobntogeHune 3akoHoAaTeNbCTBa B 061acTu pe-
npoayKuMn (B TOM Yncae BONPOCOB KOPPEKLUN
reHoma) B BennkobpuTaHUn KoopanHUPYET Ynpas-
JleHre No ONA040TBOPEHMIO M SIMBPUONOTMM Yeno-

3 DoD News Briefing Secretary of Defense William S. Cohen // URL: https://web.archive.org/web/20041118074748/
http://www.defense.gov/transcripts/1997/t042897 _t0428coh.html (nata obpauieHua: 01.06.2020).
4 VYka3 MNpe3umaeHTta PO ot 11.03.2019 Ne 97 «O6 OcHoBax rocyaapcTeeHHOM NoanTuKkK Poccuiickoin deaepaumm B

obnactu obecneyeHma xummndeckon n bronornyeckoit 6esonacHoCcTM Ha nepuog Ao 2025 roaa v ganbHeNLYo

nepcrnekTtmsy» // C3 P®. 2019. Ne 11. Cr. 1106.

5 bBe3pykoea O. B., PomaHosckas O. B. [paBoTBopYeckas NoanTMKa B obiactn buomegmumnHbl B Poccuiickon
denepaumm // Bektop Hayku TONbATTUHCKOrO rocyaapcTBeHHOro yHusepcuteta. 2014. Ne 3. C. 28—31.
® World Medical Association (2013). Declaration of Helsinki: Ethical Principles for Medical Research Involving

Human Subjects // JAMA T. 310 (20): 2191-2194.
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Beka — The Human Fertilisation and Embryology
Authority’. Ero ocHOBHOW pyHKLMeER ABNAETCA Bbl-
Aa4a NMUEH3UI C NocaeayowmMm KOHTpoAeM aes-
TE/IbHOCTM OpraHn3aLmam, KoTopble NpeaocTaBan-
0T MeguLMHCKME ycayru B chepe ambpuonorum m
WCKYCCTBEHHOrO ONI040TBOPEHUA Ye/I0BEKa.

Ecnu B pe3ynbTaTe pa3bupatenbcTBa Takoro
Aena BbIACHUTCA, YTO OT AeNCTBUIA YNpaB/ieHus
Nno ona0A0TBOPEHUIO U SMOPMONOTNM YeNoBEKaA
Kakoe-Mbo NnLo NoCTpPanano, TO OHO MOXKET 06-
PaTUTbCA B BbiCLINE CyaebHble MHCTaHUUN AHIUMK
nnu lWotnaHgum. PaccmaTpuBaemoe rocyapcreeH-
Hoe dopMMpOBaAHME BEAET PEECTP OpraHmU3aunii,
KOTOPbIM BblAaHa IMLEH3UA, a TaKKe peryanpyet
HEKOTOPbIe acneKTbl UX AeATENbHOCTU: KOIMYECTBO
reHHo-MmoANPULMPOBAHHbIX 3MBPUOHOB, UX UC-
no/sib30BaHUe, 3aKynKy buomartepuana v T.4.

Kpome TOro, peectp GUKCUPYET reHOMHble
AaHHble, co3aaBas cBoero poga 6aHk MHbopma-
LMK, KOTOpPasi MOMOXKET, HaNnpuUmMep, CEPbe3HO
60/IbHOMY NIMLY HAWTM TOFO, KTO NOTEHLMA/IBHO
MOXKET BbICTYMUTb ZOHOPOM BBMAY OBLLHOCTY UK
Hanbosibllen COOTHOCMMOCTU UX reHOB. B JaHHOM
CNnyyae pedb MAET o peecTtpe nHdopmaLmu, a He 0
6rnobaHKe cammx reHomoB.

HeobxoaMmo yuynTbiBaTh, YTO UCMO/Ib30BaHME
Takol MHOPMaLIMM BO3MOXKHO, A/151 YEro y Tex,
KTO ee npeaocTaB/iaeT, B3MMaeTcs NMMCbMEHHOe
cornacme. OgHaKo TakKoe cornacue nosiyvyaercs B
CpaBHUTE/IbHO CTPECCOBOW CUTYaL MWK, Koraa /loam
npecneayoT COBEPLUEHHO UHble Uenu, npuasa B
KNMHWUKY, Y HUX HET A0CTaTOYHOro BpemeHu, bna-
ronpuATHOM 06CTaHOBKK A/1A TOro, YTobbl BCe KaK
cnepyet ob6aymateé. Ha Haw B3rnag, B caydae ne-
peHoca GPUTAHCKOTO OMbiTa B POCCUMNCKYIO AeM-

CTBUTE/IbHOCTb HEOBXOAMMO CHavasla NoMoraTb
NOAAM UK YAOBAETBOPATb UX MHbIE MHTEPECHI U
TO/IbKO NMOTOM, MOC/e COAepKaTeIbHON KOHCY1bTa-
LMK, NOYYaTb Y HUX COFIacue Ha UCMO/Ib30BaHMe
COOTBETCTBYIOLLUX CBEAEHUN.

be3ycnoBHO, BcA reHOMHaa MHbOpmMauus ce-
pbe3HbIM 06Pa30M 3aLMLLEHA B COOTBETCTBUM C
COBPEMEHHbIMW MUPOBbIMM CTaHAapTammu® no o6-
pasy 1 nogobutio Apyrux rocygapcts. Tem He meHee
B MHTepecax obuwecTsa AN eYeHUnA cepbesHbIxX
3ab0n1eBaHM CYLLLECTBYIOT 3aKOHOA4ATE/IbHO YCTa-
HOBJ/IEHHbIE NPaBW/a ee UCNOoIb30BaHMA. [JaHHbIM
OMbIT U UMetoLLMeCA SOKTPUHA/IbHbIE Pa3paboTKu,
B TOM YMUCEe B POCCMMNCKOM HayKe, Heobxoamnmmo
YYUTbIBATb B POPMUPYHOLLEMCA POCCUMNCKOM 3a-
KOHOZaTeNbCcTBe.

B cnyyae ecnu B xoge AMArHOCTUKM reHoMa bbino
BbIAB/IEHO reHeTUYeCKoe OTK/IOHEHUWeE, KoTopoe
npeAnosiaraeT NaToNormio 340P0BbSA Kak CamMoro
NUQ, TaK U ero poaCTBEHHMKOB, TO Bpay, NPOBOAMB-
LUNIA McCnesoBaHMe, LOMKEH NPEANOKNUTb NaUMeHTy
NPOVHPOPMMPOBATL CBOMX POACTBEHHMKOB, A TaKKe
Pa3bACHUTb HEOOXOAMMOCTb 06CNeA0BaHMA, NPO-
OUNAKTMKM N NeYeHnn BPOXKAEHHOro 3ab0o1eBaHus.
JInup, y KoToporo 6b1/10 BbISBIEHO ONUCAHHOE reHe-
TUYECKoe OTK/IOHEHUE, He 06a3aHO MHPOPMMPOBATb
CBOWX POACTBEHHUKOB, OAHAKO B 3TOM C/ly4ae Bpay
OOJIXKEH HanpaBUTb COOTBETCTBYIOLWME CBEAEHMA
B AreHTCTBO H1OMeaMLMHbI, KOTOpOoe NPUHMMaET
Mepbl 4719 yKa3aHHOro MHdopmmposaHua. B Poccun
AaHHaA npobaema TaKKe SBIAETCA aKTya/IbHOM, AB-
NAACb NPEAMETOM Hay4YHbIX ANCKYCCUIA.

BmecTe c Tem 10 CMX MOP aKTya/bHOM OcTaeTcs
npobaema NpaBuIbHON MHTEPNpPEeTaLMn CEKBEHN-
poBaHuna®. Eciv coBpemeHHble TEXHON0rMK No3Bo-

7 Human Fertilisation and Embryology Act 1990 // focynapcTBeHHbI nopTan 3akoHoAaTenbCcTBa Bennkobpura-
Hun. URL: http://www.legislation.gov.uk/ukpga/2008/22/contents (aata obpalueHuns: 01.06.2020).

8 Carson C., Hinton L., Kurinczuk J., Quigley M. ‘| haven’t met them, | don’t have any trust in them. It just feels
like a big unknown’: A qualitative study exploring the determinants of consent to use Human Fertilisation and
Embryology Authority registry data in research // BMJ Open. 2019. 9 (5), e026469.

9 Cm. nogpobHee: Hukugopos B. B., Cysoposa E. UN., UcmomuH H. M., 3eHuH C. C., Cysopos I. H. Mpobnembl 3a-
KOHOAATE/IbHOO PEry/IMPOBaHNUA UCNONb30BAHUA FeHETUYECKON MHPOPMaL MK B chepe IMYHOro CTpaxoBaHUsA
8 Poccmm // 3akoH v npaso. 2019. Ne 10. C. 26—32 ; Tpouukuli A. B., Cyparosa T. I., Cysopoe I. H., 3eHuH C. C.,
Cysoposa E. M. AHann3 mexKayHapoAHbIX MPABUA XpPaHEHWUs, JOCTYNa U 3aWMUTbl AHHbIX NOJTHOFEHOMHOTO
cekseHupoBaHusa // Mpobaemsbl npasa. 2019. Ne 3 (72). C. 55—63.

10 Cm.: Medsedes M. B., Cysopos I'. H., Ocasentok A. M., 3eHuH C. C. lpaBOBble OrpaHnYeHuUa Npu NpoBeaeHUM
npoueaypbl NPeHaTaNbHOro reHEeTMYECKOro CKPMHUHIA B Poccum 1 3apybexHbIx cTpaHax // 3apasooxpaHeHmne
Poccuitckont depepaymn. 2019. T. 63. Ne 5. C. 264—270.
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NAT U3Yy4UTb FEHOM, TO B YC10BUAX TOro, 4yto AHK
COAEPKUT KONOCCabHOE KOIMYECTBO Bapuaumii
M NocnenoBaTesIbHOCTEN UX CUCTEMHOTO COOTHO-
LUEeHWS, 3TO MOXKET NPUBECTU K HEMPABUJIbHbIM
nporHosam?l, yTo MoKeT NoBAeYb cepbesHble Mo-
CneacTBUA KaK AN 340P0OBOrO, Tak M AN 60/1bHOIo
yenoseKa'?. 3aKOHOAATENbCTBO PaCCMaTPUBAEMO-
ro rocyapcTea 3T0 06CTOATENbCTBO MOKA HUKAK
He yuyuTbiBaeT. B Poccum akTMBHO obcyKaaeTtcs
BOMPOC NpaBa Ha He3HaHMe reHOMHOM MHbOopPMa-
LMK 0 cebe camMom KaK rapaHTua peanmsaumm npas
1 cBo60/, YenoBeKa v rpaxaaHnHad. Yuntoisas
yKa3aHHble PUCKU, MHOTUE YYeHble BbICKa3blBa-
tOTCS NPOTUB NOTOJIOBHOTO rEHETUYECKOro CeKBe-
HupoBaHua'®. Cheayet otaasaTb npeanoyTeHue
pPeTpoCcnekTMBHOMY aHa/IM3y — MUCMO/Ib30BaHKE
reHeTUYeCKMX AaHHbIX LOIKHO OCYLLECTBATLCA
TONbKO A1 MeAULMHCKUX LieNei, Korga yenoBek
y»Ke 3abosien n HeobxoaMMO YCTaHOBUTb NMPUYNHY
nnn onpeaenntb Mmetoabl 3GGEKTUBHOIO NeYeHUs.

B CLLA noBonbHO AaBHO ocyllecTBaseTca cobop
6M0I0rMYECKMX AaHHbIX, COAEPMKALLMX FEHOMHYHO
nHdopmaumio®®. NMpu 3Tom yYeHbIMU, B TOM Yncne
MmeguKamu n buonoramu, paspabaTtbiBaBLIMMU
crnocobbl 3ab6opa M MCNONb30BaHMUA TaKMX MaTe-
puanoBs, U3HaYa/IbHO NpoaenbiBanack 60abLan
paboTa no obecne4yeHUO COXPAaHHOCTM NOAY-

11

YeHHbIX cBeAeHKnI®. 3To npueeno K popmupo-
BaHWIO U pacnpocTpaHeHuto bruonornyeckmx 6as
AaHHbIX. Hannune 6aHKOB Nogob6HbIX cBEAEHUM
B/IeYET BECbMa PA3/IMYHYIO NMO3ULMIO HAaceneHus
OTHOCUTEJIbHO UX COXPAHHOCTU. B nybankaumnax
CMMW aKTMBHO 0b6CyKaaeTca BONPOC O TOM, YTO
«...04HVM U3 HanpaBAEHWN COBEPLIEHCTBOBAHMSA
3aKOoHOAATeNbCTBA B 0671aCTM reHoMa ABAAEeTCA
BblpaboTKa HaLMOHaNbHbIX 3TUYECKUX TpeboBa-
HUI. Poccuiickmne yyeHole pa3pabaTtbiBaloT MPOEKT
3TMYECKOro KoAeKca, KOTOPbI A0/IXKEH NOABECTU
npasoByto 6a3y nog reHeTUYecKne nccieaoBaHus.
Ewe ogHa ero uenb — OTBETUTb Ha pAg dyHAa-
MEHTaIbHbIX BONPOCOB, OAMH U3 KOTOPbIX Kaca-
eTcA pefakTMPOBAHMA Ye/I0BEYECKOro reHOMa.
TaK:Ke nccnenoBaTenn NAAHUPYHOT y4ecTb Hop-
MaTMBHbIE aCMeKTbl MCNOAb30BaHNA 061aYHbIX
TEXHOJ/IOTUI N BNOKYEHA ANA XpaHeHus 1 obpa-
6OTKM reHeTMYecKnx AaHHbIX. Ha ocHOBe KogeKca
NMOAroTOBAT 3aKOHOMPOEKT — B HEM NMPOMULLYT BCE
acneKTbl NpoBeAeHUsA KaKUX-1Mbo MaHunynaumin
c AHK»Y,

BmecTe ¢ Tem 6a30Bble 3TUYECKUE MPUHLUMbI
y*Ke 3adUKCUMpPOBaHbI B Pe30/1oLMK KOHpepeHUUmn
«eHom yenoBeka — 1999», noceBALleHHON aeca-
TUNETUIO POCCUIACKOM Nporpammbl «[eHOMm Yyesno-
BeKa»®®. MpuBoOAUM 3TN NPUHLMMbI:
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(marosserue npagoso20 cmamyca npuKyIadHbIX 2eHOMHbIX UCCTIeD08AHUL Yepe3 hopmuposaHLie camopezy iupyembix npoGecCUoHabHbIX dccoyuayu

=

MHTepecbl 1 61aro KOHKPETHOTO YenoBeKa (Mc-
NbITyemoro, 4oHopa bMonornyecknx maTepm-
a/I0B MW MaUMEHTA) AONKHbI NPeBaIMpPOBaTh
Hag UHTepecamm obLecTBa, HayKn 1 ntobbimun
OPYrMMU MHTEpecamum.

2. BmelwsaTtenbCTBO B reHOM Yesi0BEKa A0MYyCKaeT-
CA TONIbKO B MEAMLMHCKUX LLEeNAX U TONbKO Npu
YCNOBUM, YTO NOAOOHOE BMELLIATENbCTBO He
HanpaBAeHO Ha U3MEHEHWE FTEHOB Y MOTOMKOB
[AHHOTO YenoBeKa.

3. TeHOMHble nccnegoBaHUA He MOTyT ObITb OC-
HoBaHMeMm ans ntboi popmbl AUCKPUMMUHA-
LMW NN ANA [OKa3aTenbCTBa BUOAOrMYecKkoro
NPeBOCXOACTBA OTAENbHbIX MHAMBUAOB M FPynn
(Hanpumep, sTHUYECKMX).

4. Yyactue nogen (MHANMBUAOB, CEMEN UK MO-
nynaumin) B GBoMmeanUUHCKUX UCCNe0BaHUAX
AN MeSULMHCKMX BMELLATEeIbCTBAX B KAYecTBe
MCMbITYEMbIX, NALLMEHTOB UK AOHOPOB 6Mono-
TMYECKMX MaTeEPMANIOB AO0KHO OCYLLECTBAATLCA
NPV HEYKOCHUTENbHOM COBtOAEHNM NPUHLMNA
[,06p0oBO/ILHOIO MHGOPMUPOBAHHOTO COFNACKA.
Cornacme Ha MeAMLMHCKOE BMELATeNbCTBO
B OTHOLUEHUMW UL, HE JOCTUTLIMX BO3pacTa
15 net, v rpa*kgaH, NPMU3HAHHbIX B YCTaHOB-
JIeHHOM 3aKOHOM NopAAKe HeAeecnocobHbIMMY,
[At0T MX 3aKOHHble NpeaCcTaBUTeNN.

5. KaxpgaA 3aABKa Ha Hay4yHOe nccnenoBaHue,
npegnonaratoliee BMeLaTe/IbCTBO B FEHOM
YesloBEKa UM UCMONb30BAHNE FEHETUYECKMX
[AHHbIX, KaCaloLWMXCA KOHKPETHOTO NMHANBU-
43, CeEMbU UAW NONYAALMN, AONKHA NPOXO-
OUTb 3TUYECKYHO IKCNEPTMU3Y B KOMMNETEHTHOM
NPaBOMOYHOM OpraHe C Le/iblo BbIACHEHUA
Hay4YHOM 06OCHOBAHHOCTM NPeANnoAaAraemoro
nccnefoBaHUA, OLEHKM NOTEHLMANBHOIO PUCKa
W NONb3bl ANA UCMbITYEMbIX, KOTOPble B 06A3a-
Te/IbHOM NOpPALKE AO0MKHbI 6bITb 03HAKOM/EHDI
CO CBOMMM NpaBamMm B CBA3U C NPOBEAEHNEM
nccnefoBaHums.

6. leHeTMyecKOe KOHCYNbTMPOBAHWE NALUMEHTOB,

YNEHOB UX CEMEN, UCMbITYEMbIX U AOHOPOB

61ON0rMYECKNX MaTEPUANOB SOMKHO NpeaLle-

CTBOBATb NPOBEAEHUIO UCCAELOBAHMA NN Me-

OVNUMHCKOTO BMELATeNbCTBa, bbITb OCTYMHbIM

ONA HAX Ha NPOTAXKEHUW BCETO BPEMEHM OCY-

LLLeCTBIEHMA UCCNeA0BAHUA NN BMeELIaTe N b-

CTBa M BbITb 0653aTE/IbHBIM MO NX 3aBEPLUEHUIO
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ONA Pa3bACHEHUA NONYYEHHbIX Pe3y/bTaTOB.
KoHcynbTMpoBaHWe JOKHO HOCUTb KaK MOXKHO
MeHee AMPEKTUBHbIM XapaKTep.

7. HeobxoamMmo rapaHTMpPOBaTb COXPAHEHNE KOH-
duaeHUManbHOCTU reHeTUYecKom nHpopma-
LMK, KacatowWemnca NCAbITYeMOro, NaLneHTa,
AOHOpa bMomaTepuranos M Y1EHOB UX ceMel,
0abbl NpefoTBPaTUTL BOSMOXHOCTb HECAHKLM-
OHWPOBAHHOIO AOCTYMa K HeM.

Kak mbl BUAMM, NpUBELEHHbIE BbIlLE 3TUYECKME
MPUHLUMbI 3aTparMeBatoT BONPOC peaaKkTnpoBa-
HMA reHOMa, OZHAKO CerogHA Mbl MMEEM AeN0 C
paclwunpatoLenca NpakTUKoM paclindpoBKM UH-
OVBUAYaNbHOMO FEHOMA C LLeiblO BblAauun peKo-
MeHAaUUN No NPodUIaKTUKE MACCOBbIX HEUH-
deKUMOHHbIX 3a601€BaHNM N KOPPEKLUN CTUNA
YKM3HU. 34eCb BCM/IbIBAET BECb KOMMJIEKC IOPUAN-
yeckux npobnem: MHGOPMMPOBAHHOE Cornacue,
nepegayvya MHGOPMaLLUKM TPETbUM NULAM, CPOKMU
N MEecTo XpaHeHuA nHPopmaumm. 3aechb ecTb elle
O/IMH acCMeKT, TECHO CBA3aHHbIN C 40OPOBObHbLIM
cornacuMem Ha nNnpoBefEeHME UCCNe0BAHMA — 3TO
OXKMZaHMe 3aKa34NMKOM onpesesieHHOro (B cMbicie
OZLHO3HAYHO pellatowero npobnemy) pesynbra-
Ta. Mog BAMAHMEM npeaBapuUTeNbHO NONYYEHHON
NHbOPMaLLMM OT KOMMEPUYECKOTO NPESNOKEHUA Y
3aKa34MKa GOPMUPYIOTCA 3aBbILLEHHbIE OXUAAHUA.
Mporpammbl cpegHero obpasoBaHuaA B Poccuiickoi
Pepepaummn n3naratoT reHeTUKY Ha YPOBHE MEH-
[eNneBCcKoro AeTepMUHMUPOBAHMA CBOMCTB. MN3no-
YKEHWE BOMPOCOB reHETUKN B paMKax BbICLIETO
MeaMLUMHCKOro 06pa3oBaHMA NO cneunanbHOCTH
«Bpay (neyebHoe aeno)» He HamHoro rnybxe. Ta-
Kum obpasom, nepeq obLLecTBOM BCTAEeT 3a4a4a
LUMPOKOM NPOCBETUTE/IbCKOM PaboTbl Kak C TOUKM
3peHuA cobntogeHmA NPaB IMYHOCTH, TaK U C TOUKK
3peHMA MOHMMaHWUA Pe3y/bTaToOB UCCeA0BaHUA re-
HOMa. BbICOKMI nosiMMopdKn3M reHoMa 1 ypPoBEHb
CEeroAHAWHNX AaHHbIX He NO3BOJIAIOT B pAAE C/y-
YaeB 04HO3HAYHO MHTEPMNPETUPOBATL PE3YLTATHI,
He roBopsA y»Ke 0 NOTEHUMAbHbIX 3ab601eBaHUAX C
HU3KOWN reHeTUYecKolr AeTepPMUHMUPOBAHHOCTbIO.

MoTpebHOCTb BHEAPEHUA SNEMEHTOB CaMOpery-
JIMPOBAHMSA OCTPO oLLyLLaeTcA B chepe reHOMHbIX
nccnenoBaHum.

Kak otmeyvaet A. A. MoxoB, paccmaTtpusas
BOMPOC O CaMOpPEry/IMpPoOBaHMNK, B HAYKe KMOKa B
MPOEKTHOM 3aKOHOLATE/IbCTBE OTCYTCTBYIOT MEpbI,
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MEXaHW3Mbl U NPaBOBble CPeACTBaA, MOCPEACTBOM
KOTOpPbIX 3TN 3n1eMeHTbl byayT obecneumBaTbca Ha
npakTnke»'®. To ke MOXKHO CKa3aTb M 0 3aKOHOAa-
TenbcTBe B chepe 3apaBooxpaHeHuns. degepanb-
HbIM 3aKoH 0T 21.11.2011 Ne 323-d3 «06 ocHoBax
OXpaHbl 340Pp0BbsA FpakaaH B Poccuiickoit Pene-
paunmn» He AaeT AOCTaTOYHOM NpaBoBoM 6a3bl AN
dopmMMpPOoBaHNA CaMOPEryINpyeMbliX OpraHM3aLnit
B 3TOM cdepe.

B nocnenHue roabl HabnogaeTcs pocT camope-
ryIMPyembIX OpraHM3aLumin meamunMHCKOM Hanpas-
neHHoctn?, Tak, 8 2015 r. 6b1710 3aperncTpUpPoBaHo
15 camoperyampyembix opraHusaumini: 14 no npea-
NPUHUMATENbCKOMY TUMY M OA4HA No npodeccmo-
HanabHomy — CPO «HauunoHanbHaa accoumnayma
MeANLIMHCKMX opraHu3aumin»)?!, B HacToALee Bpe-
MS YNCI0 3TUX OPraHn3auUnii CyLecTBEHHO BO3-
pocno. Bmecte ¢ Tem cpeam YKazaHHbIX MeANLMH-
ckux CPO (BO BcAKOom cnydae B Ton-50) oTcyTcTBYHOT
opraHusaumm, 3aHMMalroLWMecs nccaeg0BaHnem
WMHAMBMAYA/IbHOTO reHoMa (3K30Ma), ecTb TOJIbKO
HEeCKO/IbKO OpraH13aLmii, 3aHMMAIOLLMXCA BCTIOMO-
raTe/ibHbIMW PENPOAYKTUBHbBIMU TEXHONOTUAMM.

CeroaHs rocyapcTBo B CBOEW 3aKOHOTBOpYE-
CKOM NpaKTMKe OTCTaeT OT NoTpebHoCTeN B 3TOM
chepe. HanpalumBaeTca pelleHne o pasBUTMM ca-
MOpPEry/IMpoBaHUs, MPUYEM KenaTe/lbHO CHavana
B popme HeKoMmepUeCcKux npodeccmoHabHbIX
accoumaymii. B pamkax poccMmMCKoro 3akoHoaa-

TeNbCTBa CYObEKTAaMM CaMOpPEryIMpoBaHna MoryT
BbICTyNaTb MHAMBUAYAIbHbIE NPeaNnPUHUMATENN
1 topugmnyeckne mua unm pusmnyeckue amua, ocy-
LecTeAstoLWMe NPpoPpeccMoHabHY0 AeATeNbHOCTD,
perynnpyemyto B COOTBETCTBUM € deaepasibHbIMM
3aKkoHamu. MpepcTasnneTca LenecoobpasHbim
npouecc Co3gaHnA CaMopPEeryIMpyeMbIX OpraHu-
3aUuii HayaTb ¢ 06beanHeHUa GU3UYECKUX NLL,
T.K. POCCUICKOEe Hay4yHoe coobLecTBO ouyLlaeT
NnoTpebHOCTb KaK B Pa3BUTUM 3aKOHOAATe/IbHOM
6a3bl, TaK M B YCTAaHOBNEHMUMN STUHECKUX MPUHLMMOB
B 3TOM cdepe gesTenbHocTU. OCTaeTcs pewnTb Bo-
MpPOC, YTO MOCAYXKUT CTUMYJIOM K Pa3BUTHIO 3TOTO
HanpasaeHns — GOPMUPOBAHNE STUYECKUX NPUH-
LIMMOB He TO/MIbKO K FeHOMHOMY pPefaKTUPOBAHMUIO,
HO M K FEHOMHOW KOHCY/bTaumMn, GopMynmMpoBaHme
TpeboBaHMN K FEHOMHOMY MCCNeA0BaHMIO Ha YPOB-
He BCero pOCCUMCKOro Hay4yHoOro 1 MeaULLMHCKOro
coobuecTBa U NoABAEHME PAaMOYHOIO 3aKOHO-
0aTeNbCTBA, KOTOPOE MOATONIKHET MeAULMHCKoe
coobLecTBo, CNeuManmcToB No reHoMy U reH-
HO-UHXXeHepHOW AeaTeNbHOCTU K 06beanHEeHUIO
A9 CO34aHUA WMPOKOTO MEXANCLUNINHAPHOIO
camMmopery/impyemoro coobuiectsa? 3To He UCK/ILO-
YyaeT pa3BUTUA CAMOPETYIMPYEMbIX MEANLMNHCKUX
OpraHmM3aunii KOMMepPYEeCKOM HanpaB/IEHHOCTY,
pPa3BUTUA CaMoperyampoBaHms B obiactn 6uo-
TEXHONOrMKU N NpodeccMoHabHbIX accoumauunn,
3aHMMAIOLMXCA TEHOMHbIMU UCCNEA0BaHUAMM.
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