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B c8s3u ¢ npuopumemmuvim pazsumuem nepcoHarU3Upo8anHoll meduyurvl kpumudeckux cocmosHuil (KC),
8 MOM UUCIIe NOUCKOM 2eHeMUUeCKUX NPOZHOCIUYeCKUX U NPeOUKMUBHBIX Mapkepos meueHus u ucxodos KC
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JI02USL» C COBPEMEHHBIM NPaso8biM NoJIeM 8 chepe 3auyunibl 2eHOMHOLL U 2eHemu4eckoll UHPOPMAUUU 8 PAMKAX
MeOUYUHCKOLL OUAZHOCIUKU.

3akoHoaareabcTBO Poccuiickoit @enepanuu B cpepe 3auThl TeHOMHOM
U reHeTH4ecKoi nH¢opMaIiii B paMKax MeTUIIUHCKON JUAarHOCTUKH

A. B. Kyosimkun*, O. C. I'puns, T. O. HInmok

HayuHo-00pasoBare/bHbIH IIEHTp IPaBOBOro obecredeHrss 6M09KOHOMUKH U T€HeTUYeCKUX TeXHOJIOTUI
MOCKOBCKOI'0 TOCyJapCTBeHHOr0 Iopuauueckoro yausepcureT uM. O. E. Kyraduna,
Poccus, 123242, . MockBa, yi. CagoBasa-KyapuHnckas, 1. 9, cTp. 6
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Pe3rome

Ieas. ChopMyIupoBaTh peKOMEH AU U IPeI0sKeHUsI II0 COBEPIIEHCTBOBAHUIO 3aKOHOATETHCTBA
B cdepe 3alIuThl TeHOMHOM U reHeTUYeCKOM NH(MOpMaIuy, B TOM Yuc/ie II0JyYeHHOH B pe3yJisraTe Meln-
IUHCKOM TMAarHOCTUKH.

MarepuaJjibl M MeTObI. BbINIOJIHM/IN aHa/Iu3 18 HOpMAaTUBHBIX IPABOBBIX AKTOB, B TOM YHCJIE 4 MEXKTy-
HapPOJHBIX, 3 aKTOB 3apyOEsKHBIX FOCYAAPCTB, 11 — OTeuecTBEHHOr0 3aKOHO/IaTeIbCTBA U CyieOHOH Ipak-
THUKHU B UccienyeMoit o0s1actu. KpoMe Toro, mpoanaan3upoBaiu HaydHble padoThl 110 yKka3aHHOoH TeMe. [1pu
HCCJIeJOBAHUY UCII0JIb30BAIU (POPMATBHO-JIOTUYECKUY, JOTMaTUYeCKUN MeTO/Ibl, METOJ, CDaBHEHUSI U aK-
CHOJIOTUYECKUH MTOIXO].

Pesyasrarbl. ChopMynupoBaIu NOHATUS TeHOMHOHN U reHeTHYeCcKo nH(opmanuy, NpoBe/iu pasrpa-
HUYeHNe YKa3aHHBIX HOHATHH. [Toka3any akTyanbHbIE aCIeKTHI 3alUThI HH(OpMAITNH, ONIpeesIn/IN IIPOo-
6J1eMHBIE BOIIPOCHI B c(pepe IPaBOBOT0 PETYINPOBAHUS COOTBETCTBYIONINX OTHOIIIEHUE, C(hOPMYIUPOBAIH
PpEKOMEeHIalU U NIPeIJIOKEeHNUs 110 COBEPILIEHCTBOBAHUIO IIPABOBOI0 PeryJIMPOBAHUA.

3akmrouyenue. C y4eToM IIPOBeleHHBIX UCCIIeJ0BAaHUN PEKOMEeHIyeM:

1. 3akpenuTh B 3aKOHOaTeIbCTBE Poccuiickoii demepariuy MPUHIIAI, KOTOPBIN MMO3BOJISI OBI UCITOJTh-
30BaTh TeHETUYECKYI0 HH(POPMAIHIO JJIs1 JaTbHENIIINX UCCAEI0OBAHUHN B 3aBUCUMOCTH OT OIpe/leIeHHBIX
CJIy4aes C UCII0JIb30BaHUEM KpUTEPUATIBHOIO II0JX0/1a, KOIIa TAKOE UCII0Ib30BaHue JO/KHO OTBeYaTh BasK-
HBIM OOII[eCTBEHHBIM MHTEpecaM, HallpuMep, CIIOCOOCTBYET CO3TaHUI0 METO/IOB JIeYeHUS TSIKKUX U COIIH-
JIbHO 3HAYUMBIX 3a00JIeBaHUI.

2. YperyimpoBarh OTHOIIIEHHA B c(pepe IOTyIeHN s COTTIacusl Ha MCCIeS0BaHtsI OMOIOrTIeCcKOTO MaTe-
puaJia B Hay4YHBIX LIeJiAX (HanpuMep, B paMKax PeiepajbHOro 3akoHa «O IepcoHaIbHBIX JAHHBIX?).

3. Onpenenutsb B PeepasbHOM 3aKoHe 0T 5 HI0J1A 1996 I. Ne 86-P3 «O rocyjapCTBEHHOM PEryJIMpOBaHUuNA
B 00J1aCTH TeHHO-MH)XeHEePHOH IesTeTbHOCTH» CIy4aH, Tpebylolne IPoBeJeH!s ITHIECKON 9KCIIePTU3bI
B IIeJIsIX COOJIIoIeHsI IPUHIIUIIA 0€30IIaCHOCTU KJIANHUYECKUX UCIBITAHUN MEeTO0B FeHOMUarHOCTUKY, a
TaK)Ke B UHBIX CIy4asix.

4. MeIUIIMHCKUM OpraHu3anusM obecrednuBaTh COOJIOAeHe TPaBUI NPodeCcCUOHAJBHON 9TUKU B
YacTh KOH(UIEHITNATFHOCTH! JaHHBIX, IPOBOAUTE UX 00€3/IMYNBaHIeE, OCYIIECTBIIATH MMCEMEHHOE yBe-
JIOMJIEHHE MTAI[MEeHTOB 0 COOJIOEHNY TaKOTO PesKMa U, Kak CJIe[ICTBHEe, 00eCIeYnBaTh rapaHTHUH 3AIIUTHI
nH(pOPMAIIUH O ITAIEHTAX, a TAK)Ke 00 MX POACTBEHHUKAX.

Knroueguole cnoea: 2eHoMHAsL UHPOpMauUs; 2eHemuueckas ungopmauusy; 3aujuma ungopmavuu;
npaeosoe pezyruposanue; 2eHemuueckasi OUazHOCIMUKa; Kpumuyeckue coOCHosHus; NepCcoHAIUIUPOBaH -
HasL MeOUUUHA; PEAHUMAN 0102 USL

KoHdumKT HHTEpecoB. ABTOPHI 3asIBJISIIOT 00 OTCYTCTBUU KOH(JINKTA NHTEPECOB.

duna"cuposanue. [lognepskka MunoopHayku Poccnu (Tema: «HayuHo-MeTonuyeckoe obecrieueHue pabor
10 IPAaBOBOMY PETYJIMPOBAHUIO YCKOPEHHOT0 PAa3BUTHA TeHETHYeCKUX TEXHOJIOT Wiy, TacopT Ne 4768-23).

In view of the priority development of personalized critical care medicine, including the search for genetic prog-
nostic markers for the course and outcome of critical illness and its complications, the Editors consider it appro-
priate to inform the audience of General Reanimatology journal about the current legal environment for the pro-
tection of genomic and genetic information in the field of medical diagnostics.

Legislation of the Russian Federation in the Field of Protection
of Genomic and Genetic Information
in the Framework of Medical Diagnostics
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Ethical and Legal Issues

Alexey V. Kubyshkin*, Oleg S. Grin, Tatyana O. Shilyuk

Scientific and Educational Center for Legal Support of Bioeconomy and Genetic Technologies,
Kutafin Moscow State Law University,
9 Sadovaya-Kudrinskaya Str., bldg. 6, 123242 Moscow, Russia

Summary

Obijective: to formulate recommendations and proposals for improving legislation in the field of protection
of genomic and genetic information, including those obtained as a result of medical diagnostics.

Materials and methods. We analyzed 18 regulatory legal acts, including 4 international, 3 acts of foreign
states, 11 domestic legislation and judicial practice in the area under study. In addition, scientific works on
this topic were analyzed. In the course of the study, we used the formal-logical, dogmatic, comparative method

and axiological approaches.

Results. We formulated the concepts of genomic and genetic information and demonstrated differences be-
tween these concepts. We showed topical issues of information protection, identified problems in the field of
legal regulation of relevant relations, formulated recommendations and proposals for improving legal regulation.

Conclusion. Based on performed research results, we recommend:

1. To incorporate in the legislation of the Russian Federation the principle that would allow the use of ge-
netic information for further research depending on certain cases using a criteria-based approach, when such
use should meet important public interests, for example, contributes to developing methods for the treatment

of serious and socially significant diseases.

2. Regulate relations in the field of obtaining consent for research of biological material for scientific pur-
poses (for example, within the framework of the Federal Law «On Personal Data»).

3.To define in Federal Law No. 86-FZ of July 5, 1996 «On State Regulation in the Field of Genetic Engineering
Activities» the cases that require ethical examination in order to comply with the principle of safety of clinical
trials of gene diagnostic methods, as well as in other cases.

4. Medical organizations shall ensure compliance with the rules of professional ethics in terms of data confi-
dentiality, carry out their depersonalization, notify patients in writing about compliance with such a regime and,
as aresult, provide guarantees for the protection of information about patients, as well as about their relatives.

Keywords: genomic information; genetic information; data protection; legal regulation; genetic diagnosis;
critical illness; personalized medicine; reanimatology
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BBenenue

AKTyaJIbHOCTb TEMbI ITPABOBOT'O PEry/IMPOBaHIs
OTHOIIIEHUH, CBS3aHHBIX C 0OpallleHreM reHeTHnye-
CKOM ¥ TeHOMHOH MH(OPMAILINH CI0KHO IIepeotie-
HUTb. YKa3aHHasA UH(GOpMaIUs MOKeT OBbITh ITOJTy-
yeHa IIPU IPOBeJIeHUN MeAUIIMHCKOM THarHOCTUKN
U B JAaJIbHEMHIIIEM, B CHITy crieliup UKy MH(POpMAIIHH,
MO’KeT OBITh UCIIOJIb30BaHa JJIs Pa3/INYHBIX 1leJIeH,
B TOM 4HCJIe U He CBSAI3aHHBIX C TEMU LIeJISIMU, JIJIS
KOTOPBIX TaKkas MH(pOopManys OblIa IoJTyueHa.

Pa3BuTHE reHeTUYeCKUX TEXHOJIOTUH 1103BO-
JisieT TOBOPUTH O BO3HUKHOBEHUU NepPCOHATN3U-
pOBaHHOI MeIUIIMHBI Kak HOBOI'O HaIlpaBJeHUs
OKa3aHUsA MeUIMHCKOHN nomomu. [lepconanusu-
poBaHHasA WM Ipenu3NOoHHass MeJUlIHA — 3TO
HOBas IOKTPHHA COBPEMEHHOT0 3[[paBOOXPaHeHNs,
B OCHOBE KOTOPOH JIESKUT HCII0JIb30BaHUE HOBBIX
METOJI0B MOJIEKY/IAPHOTO aHa/au3a (FreHOMHKA,
TPaHCKPUIITOMMKA, IPOTEOMHKA, METab0JIOMUKA,
MUKpPOOMOMUKA) AJIA YIy4lleHUsI OLleHKU IIpe]-
PpacroJsIosKeHHOCTH (IIPOrHO3UPOBaHue) K 00J1e3HAM
U UX «yTIPaBJIEHUs» (TPOPUTAKTHKE U JieueHuUIo) [1].

JAMarHocTuka — KOMILJIEKC MeIUIIMHCKUX
BMelllaTe IbCTB, HAallpaBJIeHHBIX Ha paclio3HaBaHue
COCTOSTHUU WJIM yCTaHOBJeHUe (haKkTa HaJIM4us

00 OTCYTCTBUS 3a00I€BAHUI, OCYIIIECTBIISIEMBIX
IocpeJCcTBOM cOopa U aHaIM3a ’Kasa00 MalueHTa,
JJaHHBIX ero aHaMHe3a UM OCMOTpa, IPOBeJeHus
JabopaTOPHBIX, UHCTPYMEHTA/IbHBIX, IIaTOJI0T0-
aHATOMUYECKUX M MHBIX UCCJIeIOBaHUM B IIesIAx
ompejesieHUs TUarHosa, BbIbopa MepompusTUil
10 JIe4eHUI0 NaleHTa U (MJI1) KOHTPOJIA 32 OCY-
IIIeCTBJIEHUEM 9TUX MEPOIIPUSITUH [2].
[eneTnueckass qUarHocTUKa I03BOJISET IIO-
JIYYUTh UH(GOPMAIIUIO O IPeIpacloIoKeHHOCTH
HanyeHTa K TeM WM WHBIM peakIusM Ha Meau-
IIMHCKYIO IIOMOIIlb, B TOM YMCJe Ha IpOBeJleHne
JIeKapCTBEHHOU Tepanuy, UCI0J/Ib30BaHNe TeX NN
HMHBIX aHECTe3UPYIOIIUX CPeCTB, OTBET Ha Mepo-
NpUATUA HHTEHCUBHOU Tepanuy, YTo MOSKeT I103-
BOJIUTH KYIHUPOBATh UIU 9(PPEKRTUBHO OOPOTHCSA
C KpUTHUYECKUMHU COCTOsIHMAMU. HenaBHUe pet-
POCIEKTUBHBIE HCCIe0BaHNA IPEAII0JIaraiorT, YTo
Ha OCHOBe aHaJIM3a dKcnpeccuu reHoB (Nanostring
TEXHOJIOTHH) MOKHO He TOJIBKO JuddepeHIupo-
BaTh CEICUC OT KIMHUYECKU CXOIHBIX HenH(pek-
IIMOHHBIX COCTOSIHUMH, HO U BBIJIEJIATH Ollpe/iesIeH-
HbIe ero MOATHUIIBI, a TaKKe OI[eHUTh, HACKOJIbKO
OTINYAIOTCA 3T MOATUIIBI OOJIBHBIX 10 YYBCTBU-
TeJIbHOCTU Ha pa3JIM4Hble IIPOLIeAyphl, B YaCTHOCTH
Ha KOPTUKOCTEPOUIHYIO Tepanuio [3]. Takum 06-
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pasoM, reHeThYecKasi tHopMaIysi IMeeT 3HaJde-
HUE ¥ JJIsI aHeCTEe3NOJIOTUH W PeaHNMAaTOJIOTHH,
YTO TIO3BOJISIET TOBOPUTH O B3aUMOIIPOHIKHOBEHUH
Y CHHEPTETHYECKOM B3aNMO/IEHICTBUH YKAa3aHHBIX
HampaBJIeHUH OKa3aHUsI MEeIUITMHCKON TTOMOIITH.

OnHUM U3 pe3yabTaToB MEAUITMHCKON Trar-
HOCTHKH, B TOM YHICJI€ TeHETUYECKON MEUITITHCKOMN
JIVarHOCTHUKY C UCII0/Ib30BaHEM JJaD0PaTOPHBIX,
WHCTPYMEHTAIBHBIX U MHBIX WCCJIeIOBAaHUM, SIB-
JISIETCS TIOJTy9eHre TeHOMHOM ¥ TEeHETHYEeCKOH NH-
¢dopmaruu o yesoBeke. Takas nHgopmamus Tpe-
OyeT 0cob60r0 BHUMaHUSI N3-3a CBOEH KOH(pUIEH-
[IMATbHOCTH U MTOTEHIINATBLHON YI3BUMOCTH, YTO
BBISBIBAET HEOOXOAMMOCTDH 00€ecIieueH sl ee Hal-
JIesKRalled 3aluThl, BKII0Yasi IPABOBEIE CPENICTBA
3aIIHTHI.

Iesb ricciemoBanmst — cOPMYyINPOBATH pe-
KOMEH/IAINH ¥ TTPEeJJI0KEHMS IT0 COBEPIIIEHCTBO-
BaHUIO 3aKOHO/ATEIbCTBA B cepe 3aluThI re-
HOMHOM U TreHeTHu4YecKol mH@opMaliuu, B TOM
YHCye TMOJYYeHHON B pe3ysbTaTe MeIUIHCKON
TUaTHOCTUKU.

Pe3ysbTaThl M 00CYK/IEHHIE

IMousaTua nHgopMaIlui, reHOMHO U reHe-
TH4YecKoi mH(opmanuu. [I[puMeHUTeTLHO K TEME
paboThI, MpeJICTaBJISIETCS HEOOXOIUMBIM JIaTh OIpe-
JleJIEHUsI TeHETUYECKO U TeHOMHOU HH(OpMaInH,
MpOaHaJU3UPOBaTh pas3rpaHUYEHNe YKa3aHHBIX
MMOHATUM.

Ins ueseil GpopMyIUpPOBAHUS TOIXOM0B K
MPaBOBOMY PETYJIMPOBAHUIO YKa3aHHOU cdephl
00IIIeCTBEHHBIX OTHOIIIEHHH, Ha HAIIl B3IJIsI, OBLIO
OBI 11eJIecCO00pa3HBIM HoJiee TOIPOOHO PACCMOT-
peTh MOHATHE UH(OPMAITUH.

Onpenenenue uHgopmamnuu. [ToHATHE WH-
¢opmanmy BriepBbIie CTAIO 00BEKTOM IIyOOKOTO
Hay4YHOTO WCCJIEIOBAHUS C TIOSIBJIEHUEM KHOep-
Hetnku. OcHOBare b 3T0¥ Hayku H. Bunep ompe-
JleJTUJT, YTO UH(OPMAIIUS — 3TO He 9HEPTHUS U He
Marepusi, a 0003HaYeHNE COIEPIKAHUS, TOJTyIeH-
HOTO OT BHEIITHEr0 MUPa B IMPOIlecce MPUCIOCO0-
JieHusI K Hemy [4]. Kak BUauM, B yKa3aHHOM OIIpe-
IeJeHuy WHQOpMaIUU OTPpa’keHbl JBa Ba’KHBIX
MIPpU3HaKa 3TOT0 MOHSATHS, KOTOPbIe TPU3HAIOTCS
OOJIBIIIMHCTBOM HKCCJIed0oBaTe el HHPOPMAIUU
Kak (peHOMeHa. Bo-TIepBbIX, yCTAaHABINBAETCS, YTO
nHdOopMaIsa HeMarepuaibHa. IMEHHO 9TOT IPHU-
3HaK 00YCJIOBJIMBAET CIelU(UKY ITPaBOBOTO pe-
T'YJIMPOBaHUs MH(POPMAIMOHHBIX OTHOIIEHUHA. Bo-
BTODBIX, B oripenesiennu H. BuHepa ykasbiBaeTcst
Ha TO, YTO MH(OPMAIIUsI — 3TO OIpPeIeIEHHOE CO-
JEpsKaHUe, TO ECTh CBEIeHU S, (DAKThI, TOJTyYaeMble
13 BHEIITHET0 MUPa B IPOIeCCe MPUCIIOCOOIEHNUS,
a, cJIe0BaTeIbHO, B IIPOIleCCe B3aUMOIEHCTBUS C
BHEIITHUM MHUPOM.

PaccMmaTpuBas HHGOPMAIIUIO C COIUATBLHO-
9KOHOMHUYECKOU TOUKY 3PEHUS, PSIT OTeYeCTBEHHBIX
Y4eHBIX C(DOPMYTHPOBAJIY CJIEYIOIIEE OTIPeIeIIe-

HHe: nHpOpMalusa — COBOKYITHOCTh CBeJJeHU! O
MpUpojie U 0OIEeCTBe, MPoIeccax, B HUX MMPOTe-
KaIoIIYX U OTPa’kaeMbIX B CO3HAHUU JIIO/ieH [5].

B HeKkOTOpBIX ciydasx uHpoOpMaLus MIOHU-
MaeTcsl He Kak OIpe/ieJieHHbIe cBeJleHrs, (DaKThI,
a Kak IpoIIecc rmepegayu COOOIEeHUH, CBEeIEHUH.

ITo maenuto Epmumuuout E. B., uadopma-
IS — 9TO Ilepegaya HOBOCTEM, COOOIIEHUH O CO-
OBITHUSX, a TAK)KE HAYYHO-TEXHUYECKasi TH(pOpMa-
1S, BUJIEOTJIEHKU W 3allMCH, PA3JIMYHOTO poja
nevyarHasi utH(opMaIys u T. 1. Pa3imyaior moHsATHe
«mH(OpMaIUsI» Kak CPEJICTBO, IPOIECC U «MHPOP-
Malusi» Kak KOHeuYHbI! pe3yabTaT [6]. Kak Bugum,
B aTOM onpenesieHny Epmutiiiaoit E. B. 6b11a ipej-
MPUHATA MONBITKA 00BEIUHUTh B TMOHSATHU WH-
¢dopmarusi 1Ba OCHOBHBIX TPU3HAKA: BO-TIEPBBIX
MpeCTaBUTh MHMOPMAIINIO KaK CBe/IeHs, (PaKThI,
BO-BTOPBIX, paccMaTpuBaTh WHPOPMAIUIO KaK
IpoIiecc nepeaadu CBeIeHUN.

ITo onipepesienuto KOHECKO uadgopmarys —
YHUBepcajbHasg CyOCTaHIVsI, IPOHU3bIBAIOIIAST
Bce cepbl 4esI0BeYeCKON IeATeJIbHOCTH, CITysKa-
1asi MPOBOAHUKOM 3HAaHUN W MHEHUH, UHCTPY-
MEHTOM OOIIeHH s, B3AUMOIIOHUMAaHUS U COTPY/I-
HUYECTBA, YTBEPsKIEHUsI CTEPEOTUIIOB MBIIIJIEHUS
U noBeneHus [7].

OueHb Ba)KHBIM NPU3HAKOM HH(OpMaIuu,
KOTOPBIM C OTHOW CTOPOHBI 00YCJIOBJIEHA CJIOK-
HOCTb IIPaBOBOT0 PETYJTUPOBAHUS 00I€CTBEHHBIX
OTHOIIIEHUH, CBSI3aHHBIX C MH(pOpMalel, Tpy-
HOCTb YCTaHOBJIEHUSI TPABOBOTO PEKUMA, a C IPy-
rOM CTOPOHBI OIpejiejieHa MPOCTOTa U JIETKOCTh
BO3HUKHOBEHMNSs], U3MEHEHUsI U IIpeKpallleHusI yKa-
3aHHBIX OTHOIIIEHUH, SIBJISIETCS HeMaTepruaabHbIN
xapakTep nHpopmainuu. Tem He MeHee, UHGOP-
Marus, Mo CyTH, sIBJISISICh HeMaTepUaJIbHOU, He
MOJKET CYIIECTBOBATh 6e3 MaTepruaaIbHOTO HOCH-
TeJisl, IPX 9TOM CJIeAyeT pas3jindyaTh OTHOLIEHUS
I10 TOBONY UH(OPMaLINY, HOCUTeJIsI NH(opMaIun
1 nHOpMaIK, HAXOsAIIENCs Ha HOCUTeJIe UH-
(popmaruu. YkazaHHbIN TPHU3HAK, XapaKTEPU3YIO-
M “H(OpMAITUIO KaK coueTaHre HeMaTepHualb-
HOTO COfep’KaHUsI U MaTepUaIbHOTO HOCUTEJIS,
nMeeT 00JbIII0e 3HAYEHUE /IS MOHUMAaHUSI IO/ -
XO/I0B K IIPAaBOBOMY PETrYJIMPOBAHMUIO, O UeM OyneT
CKa3aHOo B JTaJIbHENIIIEM.

TakuM 06pas3oM, Ha OCHOBAHUM 0000IIIEHUST
OCHOBHBIX TPU3HAKOB UH(OPMAIIH MOKHO TTPE/I-
JIO’KUTB CJIeflylolllee onpeesaeHue TOHATUS «UH-
dopmarusi»: naGoOpMaIus — HeMarepuaJbHBIN
00BEKT, KOTOPBIH IPECTABJISAET COOOU CBEIEHNUS,
JlaHHble, (haKThI, a TAKKe Pe3YJIbTaThl UX OLIEHKU
B CO3HAHUM YeJIOBEKa, ONOCPeayIoIni B3auMo-
MEeNCTBUS U CBSI3W B paMKaX 4eJI0BEYeCKOro 00-
IIIECTBA, CUCTEM CYOBEKT-00BEKT, CYObEKT-CYO'BEKT,
00BbeKT-00beKT. MH(pOopMaIus TakKe MPeacTaB-
JISIET CODOM IpoIlecc epeavy CBeIeHu i, Coo0IIe-
HUH, PaKTOB.
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JleraapHoe onpeneseHye MOHATUS «MHPOP-
Mallysa» COOEPIKUTCA B IIyHKTe 1 CT. 2 denepaibHOro
3akoHa oT 27.07.2006 Ne 149-D3 «O6 nHpopmanuy,
UH(OPMAIMOHHBIX TEXHOJIOTUSX U O 3aI[UTe UH-
¢dopmanuu» [8]. B cooTBeTCTBUM € YyKa3aHHBIM 3a-
KOHOM, WH(MOpMaIus — CBeJleHusi (CO0DIIeHus,
JlaHHbIEe) HE3aBUCUMO OT (DOPMBI UX IIpeJCTaBJIe-
Husd. [1pu atom, nocsenoBaresabHOCTh JIHK 1/nnn
Ipyrue GHOMeTpUYeCKUe MaHHbIe (IaHHbBIE TaK-
TUJIOCKOIIUM, PUCYHOK CeT4YaTKU Ivia3a u Jp.) siB-
Jasitorcst opMoU mpejicTaBIeHusT HH(OopMaIun.

OmnpenesieHue reHOMHON uHQopmaruu. B
HacTosIlee BpeMsl B MeKIyHAPOAHOM IIpaBe U B
pOCCUIICKOM 3aKOHOAATEJbCTBE HCIOJIb3YIOTCS
Takue TOHSATUS KaK: «TeHOMHass WHMOpMaIlus»,
«TeHeTHYeCKUe JTaHHbIe YeJ0BeKa», «OMOMeTpH-
yeCKHe [lepCcoHaTbHbIE JaHHbIe». [Ipu aToM B feii-
CTBYIOIIEM 3aKOHOaTeIbCcTBe Poccuiickoit Pene-
paium OTCyTCTBYET OIpefiesieHre MOHSTUS «TeHe-
TUYeCcKast HH(MOPMaIys» («TeHETHYECKUE TaHHbIE»),
KOTOPOE MOTJIO ObI TPUMEHSITHCS B JTIOOOM CJTydae,
KOTJa peyb UIeT O IPaBOBOI OxpaHe W 3alluTe
Takoi nuHopmanuu. Conepsxaiieecsi B Pefepasb-
HOM 3aKoHe oT 3 1ekabps 2008 . Ne 242-D3 «O ro-
CyJapCTBEHHON IeHOMHOU perucrpanuu B Poc-
cutickoit Peneparnum» [9] (nanee — PenepasbHBIN
3akoH «O rocygapcTBeHHON reHOMHOM perucrpa-
uu B Poccuiickoil @enepanum») jgerajabHoe oIpe-
JesieHne «reHOMHOU MH(popMamnun», BO-NEPBBHIX,
OrPaHUYMBAETCSA TOCTATOYHO Y3KON Ha JAaHHBIN
MOMEHT c(epoii TpUMeHeHHUsI ITOr0 3aK0HA, a BO-
BTOPBIX, BbI3bIBA€T KPUTHUKY B IOPUIUUYECKOU
aureparype [10].

Tak, moj reHOMHOU HH(OpMaITel TOHUMAIOT
IepcoHa/IbHbIE JaHHBIE, BKJIOYAIOIINE KOOUPO-
BaHHYI0 MH(OpManuio 00 ornpenesieHHbIX (par-
MEHTax Je30KCUPUOOHYKIENHOBON KUCJIOTHI (U~
3UYECKOTr0 JIMIA WM HEeONO3HAHHOIO TpyIia, He
XapaKTepU3YIOITUX UX (PU3N0JIOTHYECKHE 0COOEH-
HOCTH. 3aKOH TaK:Ke onpefeJisieT 11eJIb UCIO0Ib30-
BaHUs TakoW WMHPOpMaUMU — HUIAeHTUPUKAIUA
auuHocTu. IloctanoBisienue [IpaBuTesibCTBa OT
1 HOs10ps12012 1. No 1119 [11] yTBepnsI0 TPEOOBAHMS
K 3alll1Te IepCOHATBHBIX JAHHBIX IIPU UX 00paboTKe
B UH(OPMAIMOHHBIX CUCTEMAX IIEPCOHATBHBIX 1aH-
HbIX. [Ipu aTOM TaHHBIN JOKYMEHT (popMyIupyeT
TpeboBaHMS AJIA 1eJIei aeHTU(UKAIH.

B Poccuiickoit @enepanuu neiicTByeT crie-
nuaabHbIN enepasbHbIN 3aK0H 0T 27 1051 2006 T.
No 152-®3 «O mepcoHaNbHBIX TaHHBIX» [12] (ma-
Jaee — denepasnbHbIN 3akOH «O IepCOHATBHBIX
JTAaHHBIX»), IIEJTBI0 KOTOPOTO SIBJISIETCST 0OeCIieueHre
3aIUTHI IPaB U CBOOOJT YEJIOBEKA U TPaskIaHUHA
pu 06pabOoTKe ero NePCOHAIBHBIX JaHHBIX, B TOM
4yucJie 3aliyThl IpaB HAa HENPUKOCHOBEHHOCTh
YaCcTHOH ’KM3HU, JIMUHYIO U CEMEUHYIO TaiiHy.
3axkoH (popMyIUpyeT MOHATHE NEPCOHATbHBIX TaH-
HBIX, a TaK)Ke CIlellhaJIbHble KaTerOpHUH Iepco-

HA/IbHBIX JJAHHBIX, K KOTOPBIM B TOM YMCJIe OTHO-
CATCS TIepCOHAJIbHBIE TaHHbIE O COCTOSTHUU 370-
POBBS. YUUTHIBAsI CIelU(PUKY FTeHOMHBIX TaHHBIX
U 11eJIN UX UCTI0JIb30BaHM s, OHU OTHOCSITCA K CIIe-
[IMaJbHOU KaTEropuu MepCOHATbHBIX TaHHBIX.

ComnacHo PenepanbHOMy 3akoHy «O rocy-
JlapCTBEHHOW TEHOMHOU peructparnuu B Poccuii-
croit denepaliivi», TeHOMHbBIE JJaHHbBIE SIBJISIOTCS
nepcoHabHbIMU. OnHako PefepasibHBIA 3aKOH
«O TIepCcOHAIbHBIX TAHHBIX» HE COIEPKUT KOH-
KPeTUKU B OTHOIIIEHWH NPAaBOBOrO pesKUMa re-
HOMHBIX JJaHHBIX (e HOMHOM WH(OPMAIINH) U T10-
psAIKa paboThl C HUMU.

C nosuruu PockomHansopa, IHK saBasercs
OuoMeTpuYecKo nH(GOPMAIIMEH, OMHAKO 10 CMbBIC-
JIy ompejiesieHnsI OMOMETPUYECKUX TaHHBIX, YKa-
3anHoro B ®eepasbHOM 3aKk0oHE «O IMepCOHATbHBIX
JTAaHHBIX», TEHOMHbIE TAHHbIE HE BCETa MOTYT ObITh
npusHaHbl 6ruoMeTpueit. ComracHo crarbe 11 de-
JepajibHOTO 3aKoHa «O TTepCOHAJIBHBIX JAHHBIX» [12]
OroMeTpHuYecKUe JaHHbIE — 9TO JaHHBIE, COOP KO-
TOPBIX HEOOXOIHM [IJTsI TeJTH NIEHTU(DUKAIIH OTTpe-
JleJIEHHOTO JTuIia. [Ipr 9ToM cO0p reHOMHBIX TaHHbBIX
MOKeT BECTUCH U JJIs1 IPYTUX IeJielt, Ipeskie BCero,
Hay4YHBIX. B OTHOIIIEHUY UCI0/IF30BAHUSI TEHOMHOM
uH(opMaImu A5 nesei HaydHbIX UCCAeT0BaHNMN
OTCYTCTBYET periaMeHTallus 110 CTaHgapTaM coopa,
XpaHeHWs1, 00pallleHus1, IepeIady U yHUYTOKEHUS
MaHHBIX (TOrga Kak cTaHmapThl coopa JTHK mias
neJsed naeHTU(pUKAIUY ITPeTyCMOTPEHBI).

TakuM 06pa3oM, B COBPEMEHHOM POCCHICKOM
3aKOHOAATEJIbCTBE OTCYyTCTBYET OIIpefesIeHHOCTh
B BOIIPOCE TOTO, KAKOU ITPAaBOBOU PEKUM ITpUMe-
HSIETCSI K TEHOMHBIM U TeHETUYECKUM JaHHbBIM.

Pazyimumss MeKAy cojiep:KaHHeM MOHATHH
«reHeTH4ecKkas nHpopManua» U «reHOMHas WH-
dopmartusi». /1715 1esieil mpaBoBOro peryaupoBa-
HUsT He06X0[MMa YHU(DUKAIIWS IOHSTHH U, B CBA3U
C 9TUM, 11eJ1eCO00Pa3HO OMpPEeNeJIUTh PAITUUUS
MesKIy CofiepyKaHueM IMOHSATUH «reHeTHYecKasi uH-
¢dopmartusi» u «reHOMHas1 UHGOPMAITUSI».

OO11eNPUHATO, YTO TEHOM — COBOKYIIHOCTH
BCEX T'€HOB — HOCHUTEJIEd HaCJ/eICTBEHHON WH-
opmannu naauBuayyma [13]. 'eHoMm desioBeka
TaKKe OllpeleJsisgeTcs, HallpuMep, KaK COBOKYII-
HOCTb TEHETUUYECKOTO MaTepuraJjia OpraHnu3ma Je-
JIOBEKa, KOTOPBIN COCTOUT M3 23 map SAAepHbBIX
XpPOMOCOM U MUTOXOHApuaibHOU JTHK [14].

[TpruMeHUTETHHO K TEDMUHY «T€HEeTHYeCKU»
MO?KHO OOpPATUTHCS K TIOHATHIO TeHEeTHYECKUIA Ma-
TepuaJs, KOTOpoe COAepsKUTCs, HampuMep, B KoH-
BEHIIMA O OMOJIOTHYECKOM pa3HO0Opasuu, IpHU-
HATOM B Puo-ne-Kanetipo B 1992 1. [15]. CorytacHO
ykaszaHHOU KoHBeHIINY, reHeTuYeCKUil MaTepuaJl
O3HayvaeT J000i MaTepuasa paCTUTEJIbHOTO, K-
BOTHOT'O, MUKPOOHOT0 MJI MHOTO ITPOUCXOYKIEHHU S,
cofepskamuii (PyHKIIMOHAJIbHbIE eIUHUIbI Ha-
CJIeICTBEHHOCTH.
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Takum 06pa3oM, MOKHO C/IeJIaTh BBIBOJI, YTO
reHOMHasi HH(opMaIys — aTo HGOPMALUS O Te-
HOMe uYeJsI0BeKa B 11eJIoM. Ec/iu ske TOBOPUTSH O Te-
HeTU4YeCKou mHMOpMaIu, TO 3T0 MH(opmarus,
cofiepsKariasi CBeJleHusi 00 OTIebHBIX (DYHKITNO-
HaJbHBIX €IUHUIAX HACJIeICTBEHHOCTHU (reHax).
[Tpu aroM reHomHass uHGoOpPMALUsI MOKET pac-
CMaTpUBaTHCA KaK OWH U3 BUJIOB I€PCOHAJIBHBIX
JIAHHBIX, T.K. T03BOJISAET UIeHTU(DUITUPOBATH KOH-
KpeTHOro uesjioBeKa. [eHeTnyeckas ke nHpopMa-
us Kak nHdopmanus o6 OTAesIbHBIX eIUHUIAX
HAaCJeICTBEHHOCTH (TeHax), UCIOJIb3YeTCs [IJIsI Me-
TUIMHCKUX, HAYYHBIX, NCCJIEI0BATEIbCKUX I1eJIel.

Ha mannbiii MoMmeHT PefiepaabHbIil 3aK0H «O
rocyapCTBeHHOI TeHOMHOU perucrtpanuu B Poc-
cuiickoil Peieparivi» MOKHO ITPU3HATH OCHOBHBIM
HOPMaTHUBHBIM IIPABOBbIM aKTOM, BBOJSIIIIUM pe-
T'YJIMPYIOIIYE TI0JI0KEHUsI B chepe 00paboTKY re-
HOMHOU nH(popManum AJjs 1eJieil ykazanHoro de-
JIepaJibHOTO 3akoHa. Kak cienyer u3 myHKTa 1
cTarby 1 HA3BAHHOTO 3aKOHA, TOCYAApPCTBEHHAs
reHOMHasl perucTpanus — nesATeJbHOCTb, 0CY-
IIecTBJsAeMasi YyKka3aHHbIMU B HACTOSIII[EM 3aKOHE
roCyIapCTBEHHBIMHU OpPraHaMU U YUPesKIeHUIMU
T10 TTOJTYYEHUIO, YUeTy, XpaHeHUIO, UCII0JIb30BAHUIO,
repenadye ¥ YHUYTOXKEHUIO OMOJIOTUYECKOTO Ma-
Tepuasia 1 00paboTke reHOMHOU UH(OpMAITHH.

[Ipu aroM pacnpocTpaHeHHe peskUMa Iep-
COHAJIbHBIX TAaHHBIX HA TEHOMHYIO HH(MOPMAILUIO
(myHKT 3 cTatbu 1 @enepanbHOro 3akoHa «O rocy-
JlapCTBEHHOW T€eHOMHOM perucrparnuu B Poccuii-
ckoil denepanun» [9]) He MPOTUBOPEYUT Hedu-
HUIIUM TIEPCOHATbHBIX NTaHHBIX, IPUBEIEeHHOU B
nyHKTe 1 cratbu 3 @enepabHOro 3akosa «O nep-
COHAJIbHBIX MaHHBIX» [12]. Tak, nepcoHaJIbHBIMU
JTAHHBIMU MOSKET SIBJISATHCS JTII00ast nHMOpMaIus,
OTHOCSIIIAsICST K IPSIMO UJIU KOCBEHHO ompeie-
JIEHHOMY WJIU OIlpefiesisieMoMy (PU3MYECKOMY JIUITY
(CyO'bEeKTY IEPCOHAJIBHBIX TAHHBIX).

Takum 06pa3om, TPeACTABISETCS, YTO TTOJI0-
skeHus1 PenepanbHOro 3akoHa «O IepCcoHATbHBIX
JaHHbIX» [12] n PenepanbHOro 3akoHa «O rocy-
JlapCTBEHHOW T€eHOMHOM perucrpamnuu B Poccuii-
ckoil Peneparum» (9] COOTHOCATCA B TaHHOU CH-
Tyanuy Kak ob11iee U crieniiaabHoe. COOTBETCTBEH-
HO, 0COOEHHOCTH MPABOBOT0 pesKUMa T€HOMHOM
“H(pOpMAIMU KaK CIIeIMaJIbHOro B IepCOHAIb-
HBIX JIAaHHBIX, a TaKyKe 0COObIe TPeOOBaHUA K 00-
paboTke aToii WHpOpPMAIUU, MOTYT YCTAHABJIU-
BaThCs, B TOM uucie PenepaibHbIM 3aKOHOM «O
[IepCOHATBHBIX TAHHBIX».

OnpeneneHue MOHATHS «T€HETHYECKast MH-
dopmanus». Kak 661710 yrasaHo BrlIle, B Poccuii-
CKOM cHCTeMe 3aKOHOAAaTeIbCTBA, B HOPMATHUBHBIX
MIPaBOBBIX AKTAaX, AEHUCTBYIOIIUX Ha MOMEHT Ha-
MHUCaHUS HACTOsIIIEeN CTaTby, OTCYTCTBYET JieTaslb-
HOe ollpefesieHNe TeHeTHYeCKOU WH(opMaluu.
Mesxny TeM, enepajibHbIM 3aKOHOM OT 29.12.2022

Ne 643-P3 «O BHEceHUU U3MeHeHn B Peyiepab-
HBIHN 3aK0H «O rocygapCTBEHHOM PeryInpoBaHUN
B 00J1aCTH T€HHO-MH;KEHEPHOM JTeATeTHHOCTI» [16]
OBITM BBEJIEHBI TOHSITHSI TeHETHYECKUX JaHHBIX 1
reHeTU4YeCcKol nHdopmaumn.

B cooTBeTCTBUU C yKa3aHHBIM 3aKOHOM, Te-
HeTU4YeCKUe JaHHbIe — CBeJeHUsI O TeHeTUUeCKOU
nH(pOpPMaIMU PA3JTUYHBIX OMOJJIOTUUYECKUX 00D-
€KTOB, IIpeJICTaB/IeHHbIe B (popMe, TPUTOTHOU [1J1s1
rostyueHust (coopa), CHCTeMaTH3aIH, HAKOIIJIEHNS,
XpaHeHUsl, yTOUHeHUs (0OHOBJIEHU S, U3BMEHEHUST),
HCIO0JIb30BAaHUSs, PACHPOCTPAHEHUs (B TOM YHUCJIE
nepejavy) U YHUYTOKEeHUsI Takoi nHdopMaiuu.
[Ipu aToMm, reHeruueckasi nHpOpMalus onpee-
JISIETCsI KaK II0CJIeI0BaTeIbHOCTh HyKJI€0THUIOB B
NoJimMepax HyKJIEMHOBBIX KMCJIOT.

V3 ompeneneHnii BUJHO, YTO TeHETUUECKUE
JTaHHbIe — 3TO IIOHATHE, CBSI3AHHOE, IIPEsKIe BCETO
C KOMIbIOTepHOU MH(pOpMaruen, T. e. ¢ HPOP-
Maruei, peacTaBleHHOU B BUIe, I03BOJIAIONIEM
ee 00paboTKy.

OnpenesieHre reHeTUYECKON MH(pOpManuu
TMpeJicTaBJIsieT coboii cyrybo Guostorudeckoe 060-
3HaYeHMe 9TOT0 MOHATHS U C 9TON TOUKM 3peHusI
OHO SIBJISIETCSI, C OTHOU CTOPOHBI, OU€Hb IITUPOKUM,
T. K. IIO CYTH, OXBaThIBaeT BCe BUbI U TPOSIBJIEHUST
KOIMPOBaHUs reHeTUYeCKOU nH(pOpMaLUH B JIIO-
6b1x opranuamax. C Ipyroil CTOpOHHI, 110 HAIIIEMY
MHEHHUIO, OHO SIBJISETCSI U CAUIIKOM Y3KUM, Y3KO-
CHeIUaIbHbBIM, T. K. HE COIEPIKUT B ce0e CMBICIOBON
Harpy3K#, HEOOXOAUMOH JJIsI TPABOBOT'O PETYIIH-
pOBaHUs1 00111eCTBEHHBIX OTHOLIIEHUH, YTO SIBJISET-
Cs1 TIeJTBIO JII0OO0TO HOPMATUBHOTO PETYINPOBAaHUSI,
B TOM 4HCJIe U Ha YPOBHe (elepaTbHOTO 3aKOHA.

Kpowme Toro, u B mpodeccroHanbHOM 610JI0-
TAYeCKOl cpefe HeT KOHCEHCYCa OTHOCHUTEIbHO
MOHATUSA reHeTUYecKod uHpopmanuu. Onpene-
JIEHUS YKa3aHHOTO MOHSATUSA B CIeUaIbHON JIN-
Teparype pas3/InyHbl, XOTb U UMEIOT OIpefesIeHHbIe
cxoskue uepThl. Hampumep, reneTuyeckast uHpOp-
Malus — HacJieICTBeHHas1 MH(popMalusi, XpaHs-
IAsICs1 B BUIE ITOCJIEI0BATeIbHOCTEN HYKJIEOTU/IOB
JHK (y Heroropseix BupycoB — PHK), Ha ocHOBe
KOTOpO# (popMHUpPYIOTCS], Pa3BUBAIOTCS U (PYHK-
LUOHUPYIOT BCe (DOPMBI 3KU3HU [17], reHeTUYEeCKas
nH@OpMaIusA 3alUChIBAETCs MOCJIeI0BATETbHO-
CTAMU HYKJIEOTUIOB B HYKJIEMHOBBIX KUCJIOTaxX [18],
reHeTnyeckasi HGopmalus, HeoOXoguMasi JJist
WHIUBUAYATIBbHOTO PA3BUTHSI OPTAaHU3Ma, 3aAKJII0Ue-
Ha B €ro reHax, KOTOpbIE MPEACTABJSIOT COOOH
0cJIeI0BaTeIbHOCTU HYKJIeOTHI0B MoJierys1 JTHK
u PHK [19] u T. 0. B cBs13U € 3TUM, 3aKpeIjieHrne Ha
ypOBHe (peepasibHOTO 3aKOHA Cyry00 6MOJIOTH-
YeCKOTr'0 MOHATHS TeHeTHUecKoU MHGOopManuu
MOSKET IPUBECTHU K HesKeJlaTeJIbHBIM IIPOTUBOpe-
YUSIM C HAYYHBIM MUPOM OHMOJIOTUYECKUX HCCIe-
JIOBaHUH, YIYUTBIBAS, YTO pa3BUTHE HAYYHOTO 110~
3HaHWSA B OMOJIOTUY ¥ TEHETUKE HE CTOUT Ha MECTE
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Y He MCKJII0UeHa KOPPEKITUsI UMEHHO OHoJiornye-
CKOTO TTOHSITHSI TEHETUYECKOH MH(pOopMaImy.

Takske HEOOXOMMO OTMETHUTH, YTO TTOHSATHE
reHeTU4YeCKoOU MH(pOpPMaLNH, HAPSAAY C CUCTEMOU
JPYTUX IOHSATUMN, SIBJISIETCST OHUM U3 IEHTPATHHBIX
IUIs1 (POPMUPOBaHUS MTPABOBOTO PETYINPOBAHUS
TeHOMHBIX ¥ TEHETUYECKUX UCCIIEJOBAaHUI. B cBA3H
C 9TUM, BKJIIOYEHVE TAKOTO Ba)KHOTO IOHSTHUS B
Y3KOCHeMaJIbHBIN (hefepaabHbIi 3aK0OH, ITOCBSI-
IIIEeHHBIHN TOJIHKO rOCYIapCTBEHHOMY PETYINPOBa-
HUIO B 00/1aCTH TeHHO-MH)KEHEPHOU JeSITETHHOCTH,
He BIIOJTHE COOTBETCTBYET II€JIsIM IIPABOBOTO pe-
ryaupoBaHus. IIpeacTaBisieTcss OpaBIaHHbIM
BRJTIOUEHE YKa3aHHOTO MIOHATHS B KOMIIJIEKCHBIHN
(denepasbHBIN 3aKOH, KOTOPBIUA PEryINPOBaJI Obl
001IIeCTBEHHBIE OTHOIIIEHUsI B CBSI3U C IPOBeEJIE-
HHEM TeHOMHBIX U TeHETUYECKHX MCCIIeI0BaHNH,
HCII0JIb30BAHNEM Fr€HOMHBIX ¥ TEHETUYECKUX TeX-
HOJIOTHH B IIE€JIOM.

C Touku 3peHus1 GopMyIUPOBAHUS YKa3aH-
HOT'O TIOHSITHUSI HEOOXOAMMO BBIBOJUTH ITOHSITHE
reHeTUYeCKON HH(OpMaIU U3 OOIIETO MOHATHUS
“H(pOPMAIIMU B I1EJI0M C YYETOM celuuKu chepbl
00111eCTBEHHBIX OTHOIIIEHU !, CBSI3aHHBIX C TEHOM-
HBIMU UCCJIEI0OBAaHUSIMU U IIPH 3TOM MCII0/IH30BaTh
He ONucareJbHBIN MOAX0M, a (PyHKIIMOHAIbHBIH,
T.e. JleJIaTh aKIIeHT He CTOJIbKO Ha COflep’KaHuuU
TOTO, YTO C OMOJIOTUYECKON TOYKYU 3PEHUS TIPel-
craBJisieT co60# reHeTmyeckasi MHGoOpMaIus, a
Ha TO, Kakue (PYHKIINU yKa3aHHasi HHQOpMaIus
BBITIOJTHSIET KAK C OMOJIOTUYECKON TOYKYU 3pEeHUs,
TaK U C TOYKH 3pEeHUsI 00IECTBEHHBIX OTHOIIIEHUIA.
[Tpu aTOM, HETB351 3a0BIBATH U O CYyOCTAHIIMOHAITb-
HOM Jyasim3Me MH(pOpPMaIU, KOTOPHIN XapaKTe-
pu3yeTcsi TeM, 4TO MH(OpMAIMs cama o cede He-
MarepuasbHa, HO IIPU 3TOM HE MOJKET CYIIIECTBOBATh
0e3 MarepraIbHOTO HOCUTEJISI, a TPUMEHUTETHHO
K cepe TeHETUYECKUX UCCIeJOBAHUN U UCIIOJIb-
30BaHUSI T€HETHYECKUX TEXHOJOTHHN yYKa3aHHBIN
MarepuaIbHbBIA HOCUTEb TAKKe 00/1a/1aeT 0CO00H
crieniupuKOH.

C y4eToM M3JI0°KEHHOTO, TIpeJ|jlaraeTcsi cJe-
IyIoIllee OIpejieieHre TeHeTHYecKo nHdopma-
[IMU: TeHeTHnYecKass nH(opManus — comeprka-
IIIAECS B 0COOBIX XUMUYECKUX COETMHEHUSX U TIe-
pearoIrecs 1o HACJIEICTBY CBEJIEHUS, KOTOphIe
MOTYT OBITH W3BJIEYEHBI C UCIOJTH30BaHUEM HH-
CTPYMEHTapHsi eCTECTBEHHBIX HayK, OIPeJIeIsio-
M€ U XapaKTepU3YIoIlre CBOUCTBA JII0O0T0 KU-
BOT'0 OpPTaHW3Ma U MOTYT OBITh MCIOJJIH30BaHbI B
cepe 9KOHOMUKHU, MEJTUITMHBI, COITUATBHOM cepe
Y B HAYYHBIX UCCJIEOBAHUSX.

AKkTyasbHBIE aCIEKThI MCIIOJIB30BaHUS Te-
HOMHOM M TeHeTH4YecKoi HH(opMaruu. BaykHbIM
acCIIeKTOM B CBSI3U C HEOOXOTWMOCTBIO 3AIIUTHI
FeHOMHOH U reHeTH4YeCKOU MH(pOpMaluuu, IoJy-
YEeHHOW B pe3y/IbTaTe MeIUIINHCKOMN TUarHOCTUKU
SIBJISIETCS BOIIPOC O MPaBOMEPHOCTH TOCJENYIO-

II[er0 MCI0JIb30BAHUS OMOJIOTMYECKOT0 MaTeprasia
yeJiOBeKa U TreHeTH4YeCKON MHPOpMaIuy, moJIy-
YeHHOM Ha OCHOBE 3TOr0 OMOJIOTMYECKOr0 MaTe-
puasa, B TOM YMCJIE U JIJIs 1leJiel He CBSI3aHHBIX C
LeJISIMU ITOJTyYeHUS 9TOT0 OM0JIOTUYECKOT0 Mare-
puaJia, HallpuMep, 1/ Hay4YHBIX UCCIeA0BaHUM.
OcTaHOBUMCsI Ha 3TOM acIleKTe IoIpobOHee.

Kax cienyer us crarbu 16 (a) MeskmyHapomgHON
nerqaaparuu FOHECKO o reHeTnyeckux TaHHBIX
yeJjioBeka (2003 r.) [20], reHeTHYeCKHE JaHHBIE Ye-
JIOBEKa, MPOTeOMUYECKHUeEe TaHHbIe YeJOBEKa U
OuoJiornveckrie o6pasiibl, COOpaHHbIE JJIsT OTHOM
U3 11eJiell, yKa3aHHbIX B CTaThe 5, He JOJIKHBI UC-
MO0JIb30BATHCS JIJIT MHOU I1eJIU, HE COBMECTUMOM C
M3HavaJIbHO JAHHBIM COIJIaCUeM, 3a UCKJIIOUeHUEeM
cJIy4aeB, KOIIa II0JIy4eHO IIpeiBapUTeJIbHOE, CBO-
00/IHOE, 0CO3HAHHOE U SICHO BBIPAsKEHHOE COTVIacre
COOTBETCTBYIOIIEro JIUIA COIVIACHO IT0JIOKEHUAM
crathd 8 (a) MM KOrga B COOTBETCTBUU C BHYT-
pEHHUM MPABOM Ipe[jaraeMoe NCH0JIb30BaHUe
OTBeYaeT Ba)KHBIM OOIIECTBEHHLIM MHTEPecaM U
COOTBETCTBYET MEKIyHAPOTHOMY IIPaBy B 00/1aCTH
IpaB yeJIoBeKaA.

HcciienoBaHus OMOJIOrHYECKOro MaTepuasia
qejoBeka. B Poccuiickoit @enepariviv OTHOIIIEHUS,
CBsI3aHHBIE C MCIOJIb30BaHUEM OMOJIOTHYECKOTO
MaTepuaJsia yejJoBeKa, B OIpe/leJIeHHON CTeneHn
peryaupyiorcst 3akoHoM Poccutickoit @eneparuu
ot 22 nexadpst 1992 1. Ne 4180-1 «O TpaHCIIaHTAITAN
OpraHoB U (WJIM) TKaHel YesioBeka» [21]. B coot-
BETCTBUU C YKa3aHHBIM 3aKOHOM 00'BEKTaMU TPAHC-
IUTAHTAlIMM MOTYT OBITH CEPJIIE, JIETKOE, TI0YKa,
ne4yeHb, KOCTHBIM MOS3T, TeMOIIO3TUYECKUE CTBO-
JIOBBIE KJIETKU U Ipyrre OpraHbl U (WIM) TKaHW,
nepevyeHb KOTOPBIX ONTpe/ieJieH B mpruka3e MUH3[I-
paBa Poccuu Ne 306H, PAH Ne 3 ot 4 ntons 2015 .
«O0 yTBepsKIeHNH NTepevyHsi 00bEeKTOB TPAHCIIJIaH-
Tanuu» [22]. Ho melicTBHUe 3TOTO 3aKOHa He pac-
MMPOCTPAHSETCS Ha OpPTaHbl, UX YaCTU W TKaHU,
“Melolye OTHOIIeHMe K IIPOLeCCy BOCIIPOU3BO/I-
CTBa 4YeJIOBEKA, BRJTIOYAIOIINE B CEOST PEIPOAYK-
TUBHblE TKAHU (ANIEKJIETKY, CIepMy, SINYHUKHY,
SAVUYKU WU SMOPUOHBI), a TaK:Ke Ha KPOBb U ee
KOMIIOHEHTHI (CTaThd 2).

OcHoBaHWMe, coniepsKaireecs B cTarbe 16 Mesk-
nyHapoaHo# aeksaparmu FOHECKO o renermyeckix
JaHHBIX YejioBeKa [20], He TTOJIyYUJIO OTPasKeHUA
B POCCUICKOM 3aKOHOIATeIbCTBE. B neiicTByIomemM
3aKOHOIATEIbCTBE 3aKperJjeHa 00I3aHHOCTD I10-
JIy4eHusI TOOPOBOBLHOTO MH(GOPMUPOBAHHOE CO-
IaCHsA OT TPaskJaHrHa TOJIBKO B CJIydae [IpoBeJie-
HUA MEJUIMHCKOI0 BMelareabcTBa. CyllecTByIO-
UMW HOPMAaTUBHBIMHU MMPAaBOBBIMU aKTaMHU He
NIpeIyCMOTPEHO MOJyYeHre UH(POPMUPOBAHHOTO
comIacus JJis1 ICCJIeJOBaHMUs OMOJIOTUYECKOTO Ma-
TepraJjia B Hay4YHBbIX UJIU UHBIX eJIAX.

OtcyTcTBUE TpeboBaHUH K JOOPOBOJBEHOMY
MH(OPMUPOBAHHOMY COIVIACHIO AJ1s1 UCCJIeJOBAHUI

www.reanimatology.com

GENERAL REANIMATOLOGY, 2024, 20; 3



IOpI/IJII/I‘IECKI/Ie U 3TUYECKUE BOIIPOCHI

¢ bromMarepuaJioM YeJIOBEeKa B 3aKOHOIATeIbCTBE
Poccutickoit denepanuu He MTO3BOJISIET OPraHU-
3aruu, paboTaroleii c GmoMarepruaoM U reHeTH-
4eckol nH(opmarei, cautTarb MHGOpPMUPOBaH-
HOE CoIvIacue Ha y4acTHe B MCCJIeJOBAHUU JOCTa-
TOYHBIM JieraJbHbIM OCHOBaHUEM JJis1 pabOThI C
b6roMarepuaJioM ¥ XpaHeHeM 00pasIioB/ JaHHBIX.

CortacHO nyHKTY 9 craThu 2 PefepasbHOTO
3axoHa oT 23 uwoHA 2016 . Ne 180-®3 «O buome-
TUITMHCKUX KJIeTOYHBIX IPOAyKTax» [23] mox 6uo-
JIOTUYECKUM MaTepHraioM HOHUMAIOTCSI OMOJIOTH-
4YecKue KUJIKOCTU, TKAHU, KJIETKH, CEKPEThI 1 TPO-
IYKTBI YKU3HelesITeIbHOCTU YesJ0BeKa, (PU3n0JI0-
TUYeCcKUe U aToJIOTUYEeCKUEe BbIeJeHUsI, Ma3KU,
COCKOOBI, CMBIBBI, OMOIICUHHBIN MaTepuaJl. [Toxo-
SKUM TepMUH COIEp>KUTCS B MyHKTe 2 cTaTbu 1
denepanbHOro 3akoHa «O rocygapcTBeHHOU Te-
HOMHOU peructparnuu B Poccuiickoii denepa-
iu» [9], B COOTBETCTBUHU C KOTOPBIM OMOJIOTHYeE-
CKUU MaTepuall — cofepskalliye TeHOMHYIO HH-
dopManuio TKAaHU U BbIJEJIEHUs YeJOBEKA WU
TeJsia (OCTAaHKOB) YMEpIIIero yejJoBeKa.

ITponenypa nsbsATUSA OMOJIOTUYECKOTO MaTe-
puasna TpebyeT a4 ManueHToM 100POBOJIEHOTO
MH(GOPMUPOBAHHOTO COIJIACHS, TOCKOJIBKY B 00JTh-
IIMHCTBE CJIy4aeB sBJIAETCA MEeJUIIMHCKUM BMe-
11aTeJTbCTBOM.

[ToMrMO pas3JIMYHBIX MOI3aKOHHBIX aKTOB
Munsgpasa Poccruy, B KOTOPBIX IIpeLyCMOTPEHBI
TpeboBaHMs K MH(OPMUPOBAHHOMY COTVIACHIO Ha
Pas3JIUYHOTO pojia MEAUITMHCKIE BMEIIATeIbCTBA,
B OTHOITIEHUH OMOJIOTHTYECKOTO MaTepraJjia IpUHST
u BBegeH B nercteue 'OCT P 59787-2021/ISO/TS
20658:2017. «HarmoHa/tbHbIHN cTaHgapT Poccruiickoi
®deneparuu. Jlaboparopuu MegunHCKUe. Tpedo-
BaHUS K B3AITUIO, TPAHCIIOPTUPOBAHUIO, IIOJTyYeHUIO
1 00paboTke OMOJIOTMYECKOr0 Marepuasa» [24].
CorracHO JaHHOMY JOKYMEHTY CTaHIapTU3aliu B
TIpOoIIecce MOATOTOBKHU K B3ATHUIO OM0JIOTHYECKOTO
MaTepuaJsia OpraHu3aIysi, B TOM YHUCJE MOJKHA
OCYIIIeCTBUTh IpaBuJia U IpOlenypbl B 00Js1acTu
MHOOPMHUPOBAHHOTO coriacusi. CofiepkaHue Takoro
comIacus TakyKe oTpaskeHo B ykazaHHOM ['OCT.

TpeboBaHUs K XpaHEHHUIO OMOJIOTMTYECKIX Ma-
TepuasoB YCTAHOBJIEHBI cTaThbell 37 PenepaibHOTO
3axoHa oT 23 uwoHA 2016 . Ne 180-®P3 «O buome-
JUIWHCKUAX KJIETOYHBIX IPOAYKTax» [23], COTTIaCHO
KOTOPOH TaKkoe XpaHeHre MOKET OCYIIeCTBJISITHCS
TOJIBKO B YCJIOBUSIX OMOOAHKOB.

HcciienoBadusi OMOJ0THYECKOTO MaTepuasia
MOTYT IIPOBOIUTHCA B Pa3JIMYHBIX 11€JIX, OCHOB-
HBIMU U3 KOTOPBIX ABJISAIOTCA MEUIINHCKIE U Ha-
Y4YHO-HCCIeqoBaTe/IbCcKkUe. Borpockl nHpOpMU-
POBAHHOTO COIIACUS IJISI METUITMHCKUX 11eJiel B
oIpesieJIeHHOM CTelleH! yperyIupoBaHbI 3aKOHO-
JIareabCTBOM Poccuiickoit @enepaiiiu, B TO BpeMsI
KaK BOIPOCHI COTJIACUsl Ha UCIIOJb30BaHUE MaTe-
puaJsa, IoJy4eHHOro IPU OKa3aHUU MeTUIIMHCKOM

TTOMOTITY JIJIsT HAyYHO-UCCIIE0BATEIbCKIX HJTH 00-
1IeTI03HaBaTeIbHBIX (10 JINYHOU MHUIINATHBE Ue-
JIOBEKa) 11eJiell yperyJInpoBaHbl B HEIOCTAaTOYHOMU
cTenleHU. be3 TOYHOIr0 OTBETa OCTAETCS BOIIPOC O
TOM, BIIpaBe JI1 MeJUIIMHCKAsA OpraHu3ays, Xpa-
HsIIasA y ce0s1 OnoMarepualt, IoJTy9eHHbIN B paMKax
OKa3aHUsI MeJUIIMHCKON TOMOIIH (Harpumep, 61o-
TICUIHBINM OroMarepuaJsl, 00pasibl KPOBU U T. 11.),
rnepenarb aTOT MaTepuas JJid Hay4YHbIX UCCJIe0-
BaHU# 6e3 coriacus rnarnuenTta. Takum o6pa3om, B
JleiCTBYIOIEeM 3aKOHOJATEIbCTBE HE PellIeHHBIMU
OCTAIOTCsI BOIIPOCHI IlepeJjauyu TeHeTUIeCKON UH-
(popmaruu u () 06pasioB GromMarepraia TPETh-
UM JinaM npu ob6paboTke U pactugpoBKe pe-
3yJIBTAaTOB UCCJIeJOBAHU [JIs1 ajIbHeIero mpo-
BeJIEHUsI MCCIIeJOBaHU; 00paboTKMU paHee TOoJy-
YEHHBIX TAHHBIX JIJIsT HOBBIX I1eJIeli 6e3 ITOBTOPHOTO
cbopa MH(POPMUPOBAHHBIX COTJIACHUH MTAI[MEHTOB
(HarpuMep, B paMKax CO34aHUs CUCTeM IONAEPIKKA
MIPUHATHS Bpa4eOHbBIX PEIIEHUH C ICIIOTh30BAHUEM
paHee aKKyMYyJIMPOBaHHbIX JaHHBIX).

[Tpu aTOM CYyIIIeCTBYET BEPOSITHOCTD, UTO Jeii-
CTBUSI MEJUIIMHCKUX OPraHu3alyii, KoTopble 1e-
penaT Takyio nHpopMaIuo 6e3 coracus rmarm-
€HTa, MOTYT OBITh KBaJIU(UIIMPOBAHbI KaK HApPY-
lIeHre HelPUKOCHOBEHHOCTU ero JIMYHOU U ce-
MeWHOU TalHBI, YTO MOKET SIBUTHCSI OCHOBAaHUEM
U1 IIpeIbSABJICHUA IPayKJaHCKUX KCKOB UJIU BO3-
Oy>KIeHUsI YTOJOBHOTO Jejia 1Mo cratbe 137 Yro-
JIOBHOTO Kofiekca P®, mpenycmarpuBalolieii or-
BETCTBEHHOCTb 3a HapylleHWe HEeIPUKOCHOBEH-
HOCTH YacCTHOU KU3HU. Kpome Toro, pe3ysbsrarsl
TaKUX MeIUIIMHCKUX UCCJIeJOBAHUU OTHOCATCS K
BpaueOHOI TaifHe MO CMbICTy crarbu 13 Pepe-
panabHOTO 3aKoHa OT 21 HOAOPs1 2011 1. Ne 323-D3
«O0 oCcHOBax OXpaHbl 340POBbsI IpaskiaH B Poc-
cutickout Peneparumn» [2] (qasee — 3aKoH 00 OC-
HOBaxX OXpaHbI 3[I0POBbA IPAYKIAH).

PaccmarpuBasi BOIIpOC HCCIeq0BaHUs OHUO-
JIOTUYEeCKOr0 MaTrepuajia B Hay4YHbIX WJIM WHBIX
LeJsix, caeayeT OTMeTUTh, YTO TeHOMHast uH(op-
Marysi, KOTopasi MOYKeT OBITh TIOJIy4eHa B XOJe
HCCIIeIOBaHUsI OMOJIOTUYECKOTO MaTepuasa, OT-
HOCHUTCS K IIepCOHAJIbHBIM JAaHHBIM.

B cratbe 9 denepanpHoro 3akoHa «O nmepco-
HaJTbHBIX TJAHHBIX» [12] yCTAHOBJIEHO, YTO CYO'HEKT
TepCOHATbHBIX JIAHHBIX CBOOOIHO, CBOEH BOJIEH 1
B CBOEM MHTepece IPUHUMAeT pelleHue O IIpeio-
CTaBJICHUM CBOUX II€PCOHAJIBHBIX JAHHBIX U 1aeT
coracve Ha UX 00paboTKy (IO KOTOPOH MOSKET
IIOHUMATbCA B TOM 4YMCJIE U M3y4eHUE COOTBET-
cTByIOIIel nHpopManuu). Kpome Toro, B crarbe 11
denepasibHOTO 3akoHa «O MEpPCOHAJTBHBIX JaH-
HBIX» [12] IOgUepKUBaeTCH, YTO CBEAEeHN A, KOTOpbIe
XapaKTepu3yoT (PU3N0J0ruYecKue 1 Ouogoruye-
CKUe 0COOEHHOCTH YeJIOBeKa, Ha OCHOBAaHUU KO-
TOPBIX MOKHO YCTaHOBUTH €ro JIMYHOCTHL (OuO-
MeTpUuYeCcKue [IepCoHabHbIe JaHHbIE) U KOTOPhIe
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HCIIOJIb3YIOTCA OIepaTopoM JJIs1 yCTaHOBJIEHUS
JINYHOCTH CyO'bEKTA IIepPCOHATBHBIX JAHHBIX, MOTYT
00pabareIBaThCS TOJBKO MPU HAJTUYUU COTVIACUS
B MMCbMEHHOU (popMme.

Takum 0Opa3oM, B HACTOsIIIlee BpeMsI TTOJTY-
YeHue COWIACHs Ha UCCAeI0BaHNA OMOJIOINTYECKOI0
MaTrepuasa B HAay4YHBIX LIeJIIX MOKeT OCYILeCTB-
JAThCA B paMKax PefepanbHOTO 3akoHa «O mep-
COHAJIbHBIX JAHHBIX».

OpHako, OYEBUTHO, YTO JITAHHBIX HOPM JIei-
CTBYIOIIIEr0 3aKOHA HEIOCTAaTOYHO M1 HaJlasKu-
BaHMU ITPOIecca MPOBeIeHNsT MaCIITaOHbIX FeHe-
TUYECKUX U TeHOMHBIX MCCJIeTOBAHNN 1 3aIIIUThI
MpaB CyO'bEKTOB — YYAaCTHUKOB TaKWX WCCJIENO-
BaHUi. [ocy1apCcTBO TOJIPKHO 00ECTIEYNTh 3aIIUTY
IIpaB y4aCTHUKOB I€HOMHBIX WJIM F'€HEeTUYEeCKUX
HCCIeJOBaHUM, a TaKkKe CyObeKTOB MPaBOOTHO-
IIIeHNH, BOSHUKAIOIINX 110 [TI0BOY MCCIeN0BAHUSA
OMOJIOTUYECKOTO MaTepraJsia YeJIoBeKa.

CireyeT OTMETHUTD, YTO MeskayHapoIHas AeK-
aaparusa FOHECKO o reHeTM4ecKUX TaHHBIX Ye-
JioBeka 2003 roga [20] BBOIUT KpUTEPUU 00€3JTH -
YEeHHOU M MepPCOHATN3NPOBAHHON MH(pOpMaIUN.
ComtacHO JiekJapalyy, MpernodyTuTeTbHel ore-
pUpoBaTh ¢ 06e3TMYEHHBIMU JAHHBIMU, BMECTE C
TeM, B MEIUIIMHCKUX U HAyYHBIX IeJIs1X, KOTAa 3TO
OITpaBIaHO MOTPEOHOCTAMY TAKUX UCCJIETOBAHUIH,
JaHHbIE MOTYT OCTaBaTbCS HEOTIeJIEHHBIMU OT
JIMIIA, KOTOPOE MOSKET ObITh UAeHTUMUITUPOBAHO
B KauecTBe UX MCTOYHUKA, TOJbKO eCJIM 3TO He-
00X0IMMO /151 TIPOBEIEHUS UCCIeTOBaHU. AHa-
JIOTUYHBbIEe HOPMBI COJlepsKaTcsi B PekoMeHganuu
CM/Rec (2016) 6 KomuTera MUHUCTPOB rOCY-
napctB — 4sieHOB CoBeTa EBpoIBI O MCC/Ieq0BA-
HUIO OMOJIOTHYECKUX MaTePUaIOB YEJIOBEUYECKOTO
MIPOUCXOKIEHUs [25], COTTIACHO KOTOPBIM OMOJIO-
rrYecKye Marepuasbl, paHee U3'bAThIe 18 APYTUX
11eJIeH, TOJIPKHBI XPAaHUTBCS JJIs1 OyIyIINUX KCCe-
JIOBAaHUH TOJIBKO C COTJIACHSI 3aMHTEPECOBAHHOTO
JIIa B NOPSANKe, YCTaHOBJIEHHOM 3akOHOM. Ilo
BO3MOSKHOCTH TIepe]] yJaJeHneM OM0JIOTHYECKIX
MarepuasioB CJIelyeT 3arnpamusars coriacue. bruo-
JIOTMYeCKHe MaTepraJibl, paHee U3bATbIe IJIA Ipy-
roil 1lesiu U y)Ke He UIeHTU(UIUpyeMble, MOTYT
OBITH COXpaHEHBI /I OYIYIINX UCCIIeTOBAaHUN B
cJIy4asx, IpegyCMOTPEeHHbBIX 3aKOHOM.

3apy0eskHOe peryJiMpoBaHHe B pacCMaTpHu-
BaeMoii 00J1acTH. B CBsI3M ¢ 9TUM MHTepeC mpej-
craBJsgeT 3akoH ®UHASHINKU 0 OmoOaHKax [26].
ComtacHO crarbe 13 yKa3aHHOro 3akKOHa, Meau-
IIMHCKasl OpraHu3alysi, B KOTOPOU Ha MOMEHT
BCTYIJIEHHUSI B CHJTy 3aKOHA XPaHATCS OMOJIOTH-
yeckre 0OpasIbl, TTOJyYeHHBIE B CBSI3U C 00CIe-
JIOBaHUEM M JiedeHHeM ITalleHTa (IuarHocTuye-
ckue 00pasIibl), ¥ JOKYMEHTBI TallUeHTa, CBSI3aH-
Hble C TAaKUMHU OoOpasIaMu, BIIpaBe IepeaaBaThb
006pas1bl 1 mHGOpMAIMIo, CBSI3aHHYIO C 00pasma-
MU, B 6no6aHk. MHdopMaIus, XxpaHsIascs B 61o-

OGaHKe, MOSKET HUCII0JIb30BAThCS AJISI TIOCIIEAYFOTITIX
HCCJIeJOBAHNN Ha OCHOBAHUU paspelieHusi Jo-
KaJIbHOT0 3TUYECKOT0 KomuTeTa. [Tlepenaya He Mo-
SKeT OBITh OCYIIIeCTBJIEHA, €CJIU JIUII0, UMelolllee
MPaBo JAaBaTh COTJIACHE, 3alIPeIaeT Iepeaady 00-
pasioB WM WH(OpPMAIUN WU eCIU dTUYEeCKUM
KOMHUTET HE CUYUTAET Iepeaady oOpasIoB IMpH-
€MJIEMBIM C 9TUYECKON TOUYKU 3PEeHUsI.

Ba)kHBIM acreKkToM IPU onpeesieHUuN MeXa-
HH3Ma IT0JIyYeHUsI OllepaTopaMu COTJIacHii Ha 00-
paboTKy paccMaTpUBaeMbIX IIEPCOHATBHBIX JAHHBIX
SIBJISIETCSI YUET TaKOTo (paKTopa, KaK HacJaeACTBEH-
HOCTB, ¥ TEM CaMbIM y4eT IIPaB TPeThUX JIUII, KO-
TOpbIEe CAMOCTOATEIHHO He IepefaBaJjiv CBOU Iep-
COHaJIbHBIE TAaHHbIE U HE BbIJaBaJU COIJIACUS Ha
ux 00paboTKy.

AHanma cyneOHON MPaKTUKA WHOCTPAHHBIX
roCyapCTB CBUAETEJILCTBYET O PUCKE BO3SHUKHO-
BEHUsI UMYIIeCTBEHHbIX IOCIeICTBUH AJIs1 oIlepa-
TOpa JIaHHBIX U 00S3aHHOCTH YHAJUTH 00Pa3IIbl.
B kavecTBe mprMepa CyeOHOTO0 PeIeHrsI MOSKHO
npusecty Pemenue BepxosHoro Cyna Vciannuu
(Icelandic Supreme Court Ne 151/2003) [27]. B pam-
KaX JaHHOTO JieJila aMEpUKaHCKast OMOMeTUITHCKAs
rkomnanusa «DeCODE Genetics» nmosyunJsia paspe-
IIIeHre Ha Co3/laHue OaHKa JaHHBIX, B KOTOPBIA
MIOMEIIAINCH Y3KE CYILIEeCTBYIOIINEe MeIUITUHCKUE
3anucu Bcex rpaskaaf Vciauaum C 1eJibio IIpoBe-
JIeHHsI TeHETHYECKUX MCCIeIOBAHUN C OMOJIOTH-
YyeCKMMH o0OpasiaMu W pa3pabOoTKU JIeKapCTB.
HauHble rpaskaaH Vcaanauu noayJyantu U3 Meu-
IMHCKUX OPraHu3aIyii; HaIuyre cOoIyiacusl rmaiu-
€HTa, JaHHOTO Bpauy WM B 00JbHUIIE, CAUTATIOCH
JIOCTaTOYHBIM [AJIs1 MOCAeAyIonlel nepenaym UH-
(popmarnyu B co3anHyto 6a3y naHHbIX. [IpeameTom
HMCKOBOTO 3asIBJIEHUsI MaTepy HECOBEPIIIEHHOJIET-
Hel Jo4yepu cTtaj (pakT UCIoIb30BaHUS KOMITAHUEN
orepaTopoM 0asbl TAaHHBIX OMOJIOTHYECKUX 00-
PasIl0B yMEPIIIETo OTia UCTUIIBL. 3asIBUTEJIbHUIA
yTBEPKIasIa, 4TO J0UYb He JaBaJjia CBOero COIacHs
Ha UCII0JIb30BaHUeE ee JaHHbIX, HO B CUJTy HAJTUUUS
reHEeTUYECKON CBSI3U MEKIy ee o0pasrnamu u 00-
pasnamMu ee OTIIa, KOTOPBIE cofepskarcsi B Oase
JIAaHHBIX, 3aTPAaruBalOTCsA U ee IIpaBa.

ComtacHO 3aKOHOAATeJILCTBY Vicmanauu, Jind-
HbIe IIpaBa (pU3UUECKOro JuIla IPEeKPaIIaloTCcs B
cjlyyae ero CMepTH, a POACTBEHHUKU (IIOTOMKH)
yMepIIero He BIIpaBe TPeO0OBATh NCKIIIOYEHUS Me-
JIUIMHCKON nHMOpMaInu 13 0a3bl TAHHBIX CEKTOPA
3apaBooxpaHenus. Cyl KOHCTaTUPOBaJ HEBO3-
MOYKHOCTD 3asIBUTEJIbHUIIBI BOCIIOJIb30BaThCA Ipa-
BOM Ha YHUYTOKeHMe 00pa3Ii0B KaK HacJIeJTHUIIbI
cBOero oTia. Bmecre ¢ TeMm, skasmoba Ha OTKA3 HU-
SKECTOSIIIINX CY/IOB ObLJIa OCHOBaHA Ha TOM (haKTe,
YTO Y UCTUIIBI €CTh JIMYHASI 3aMHTEPECOBAHHOCTD
B IIpeJOTBpAIlleHNHU llepefayu JAaHHBIX U3 Meu-
IIMHCKUX KapT ee OTIa B 0a3y 3IpaBOOXpPaHEHNS],
TaK KaK MH(pOPpMaAIIUsI COIep>KUT HACJIeICTBEHHbIE
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XapaKTEPUCTUKU ee OTIa, YTO HETOCPeICTBEHHO
OTHOCHUTCS JITYHO K Hell camoil. BepxoBHblil Cyg
Wcanauu ycTaHOBUJIL, YTO B CUCTEMY BBOAMJIACH
JIOBOJILHO TIOApOoOHast mH(opmaIys o malueHTe:
MEIUITMHCKIE 3aITMCH O 3[TOPOBbE, JIEYeHHH, 00pase
SKU3HM, 3aHATOCTU U CEMbE, TTOIPOOHbBIE TAaHHBIE
00 nneHTudukamu jura. [TomooHass tHGOpMaIK
MO>KeT 3arparuBaTh OYeHb JINYHbIE JTAHHBIE Ye-
JIOBEKa, HE3aBUCUMO OT TOTO, MOJKET JIM 9Ta MH-
¢dopmanusa paccMaTpuBaThCA KaK YHUUMSKUATEIb-
HasA AJis Hero uiau HetT. ComtacHo KoHctutynuu
Vcnauauu, TaHHBIE O JIMYHOU KU3HU MOJJIEKaT
3allUTe, YTO FapaHTHUPYeT CO CTOPOHBI TOCYAAPCTBA
3aIIUTY KOH(pUIEHIMAIbHON JTUYHOU HH(pOpMauu
OT JOCTYTIa TPEThUX JIMII.

B pesysbrare BepxoBHbIil Cygn Vcnanguu
MMpU3HAJI IPABO 3asIBUTEJILHUIIBI 3aTIPETUTH TI€e-
penadyy MeIUIMHCKON MH(MOpMAIUU ee OTIa B
0asy maHHBIX [28].

[IpuBeieHHOE B KaYeCTBE IIpUMepPa pelleHne
cy/ia IOJYepPKUBAET OCOOEHHOCTH T€HETUYECKOMN
Y TeHOMHOU mH(MOpMaIIuu — BJIUSHUE Ha IIpaBa
TPEThUX JINII, HE YUYACTBYIOIINX B CAMOM HCCJIe0-
BaHWH, He lepeJaloInX CBOM MaTepuraJ v He J1ai0-
IIUX COIIACHS Ha KaKoe-JI100 UCII0JIb30BaHUE CO-
OTBETCTBYIOIlell reHeTUYeCKO U TeHOMHOU HH-
dopmanuy B KakKUx-au00 MeJIsx.

3akJrouenue

C yueTom mccIeI0BaHU, OTPAKEHHBIX B Ha-
CTOsIIIIEN cTaThe, MpejiaraeM:

1. 3akpenuTh B 3aKOHOAATeJILCTBe Poccuii-
ckoit @esepaliuy TPUHIAI, COVIACHO KOTOPOMY
peryimpoBaHyie OTHOIIIEHHUH 0 TIPEI0CTABIEHUIO
reHeTUYeCKOU NH(OopMaIium JJIst TaJbHEeUIITNX 1C-
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