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AHHOmMauyusi. Cmames riocesiwjeHa npobreme 2eHemu4yecko2o rnpocseue-
Hus1 kKak 0c06020, y3KOHarpaeneHHo20 rpoceeweHust. Lleri cmambu: cghop-
muposamp rnipedcmaesrieHue o nompebHocmsx npocseweHus1 8 obrnacmu
eeHemuyeckol UHhopMayuu, C MOYKU 3PEeHUsI CpasHUMETbHOZ0 rpasose-
OeHus1 832/15IHyMb Ha 803MOXHbIE 8apuaHmbl peayriuposaHusi yKka3aHHOU
dessmernibHOCMU 8 pa3HbIX NMpaeosbix cucmemax. B pabome daemcs aHa-
nu3 modenel Mpagoso2o npocseweHusi Ha ocHoee ornbima CLUA, ®paHyuu
u Poccuu; uccnedyromesi cyuyHocmHble nompebHocmu u codepxxamerib-
Hble cocmasrsuue 2eHemuU4YeCcKo20 MPOoCeeUeHUsI; paccMampuearomcsi
akmyarbHble U c8exue NMpuMepbl MPOC8eLeHUs], C8A3aHHbIe C MpasoabiM
peaynuposaHuem 2eHoma, rpusodumcsi 06ocHo8aHuUe Heobxo0UMOCmU CO3-
OaHus eeb-rnopmarna «eHemuka u npaso». O6ocHosaHuUe Heobxodumocmu
U obs13ameribHOCMU 2eHemu4YeCcKo20 poceeu,eHuUs1 edemcsi Ha 0CHoge
KOHuenyuu obsisameribcmeeHHO20 2ocydapcmaea.

Knroyeenie cnoea: eeHemuka, 2eHOMHbIe UCC1ed008aHuUsl, 2eHemu4Yeckoe
rnpocseuweHUe, UHhopMmayus, npaeo, rnybrnuyHble UHCMUMyMmbl, CpagHU-
merbHoe rpasosedeHue.
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THE RESPONSIBILITY OF PUBLIC INSTITUTIONS
IN GENETICS EDUCATION: INTERNATIONAL EXPERIENCE

Abstract. The article is devoted to the issue of genetics education consid-
ered as a narrowly focused education. The goals of the article are: (a) to build
an understanding of the necessity of education in the field of genetics; and
(b) to examine laws and regulations related to genetics research in different
legal systems from the perspective of comparative law. The article presents
the analysis of genetics education models based on the cases of the USA,
France and Russia. It is also focused on requirements for and essential com-
ponents of genetics education;, modern examples of genetics education and
genetics legislation. The article explains the necessity for the development
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of a web-portal titled ‘Genetics and Law’. The discussion of the necessity for
genetics education is based on the concept of liability law.

Keywords: genetics, genetics research, genetics education, information,
law, public institutions, comparative law.

ocmaHoegka rnpobnemsbi. TeopeTnyeckum o60CHOBaHNMEM PaCCMOTPEHNSA

Npobnembl reHETUYECKOro NPOCBELLEHMS MONOAEXN SIBNSETCHA YCIOXHEHNE

00LLEeCTBEHHO XXN3HW, 0OLLECTBEHHbLIX OTHOLLEHWUI, MOPOXAaoLMX HeobXo-
OMMOCTb 06BSACHEHMSA 3TUX NpoLeccoB obLecTBy. COCTaBMALLMMY OPUCNPYAEHLMN
BbICTYNaoT NpaBoBoe 06pa3oBaHme 1 BOCNUTaHWE, KOTOPbIE, Kak U3BECTHO, peanuvay-
IOTCS B paMKax kak npodeccmoHarnbHoro obpasoBaHusi, Tak 1 06pa3oBaHus B LLENOM
npakTuyecku Ha nobom ypoBHe obpasoBaTenbHOW CUCTEMBI.

B neparornyeckon Hayke nMeeTcs Hemarno paboT, CBA3aHHbIX C pa3rpaHuyYeHnem
NMOHSTUI «NPOCBELLEHNE» N «ODpa3oBaHMe», a Takke paccMaTpuBaOLLNX pas3BUTUE
obpasoBaHus B LernoM. Viges gaHHOM cTaTby 3aknodaeTcs Npexae BCEro B TOM, YTOObI
nokasaTb HOBYIO TEHOEHLMIO B pa3BuTMM 06pa3oBaHns — NosiBNeHne crneumanbHbIX
[0CTaTO4MHO CaMOCTOSITENbHbBIX CPE30B 3HAHMIN, KOTOPble HEOOXOAUMbI COBPEMEHHOMY
YerioBeKy B YCNOBUSX MUpa, ABUXUMOTO YETBEPTOW TEXHONOMMYECKON PEBOMOLUNEN.

AKTyanbHble TEHAEHLMN Pa3BUTUS COAEPKaHNs 06pa3oBaHMsA Ha pasHbiX YPOB-
HSIX, COBEPLLUEHCTBOBaHME NEefarormyecknx NpakTuK agenarT ynop Ha oby4veHne hard
skills (npakTuyeckune n nHble 3MepsieMbIe 3HAHUSA, YMEHUS, HaBbIKWN, KOMNETEHLN)
un soft skills («msarkme» HaBbIkK1, MHOTAA OTOXAECTBNAEMbIE C NTIMYHLIMU Ka4yecTBamu
Yyernoseka) BO B3aMMOLENCTBUN.

MoTpebHOCTM NpOCBELLEHMS B YCNOBUAX YETBEPTOM TEXHONOMMYECKON PEBOMOLIMN
COMpsKeHbI HE MPOCTO C MOBbLILLIEHNEM FPAMOTHOCTY B ONPEAENEHHbIX NPEAMETHbIX
obnactsax, a ¢ Heob6xoaUMOCTbIO Anst CyOBbEKTOB NPOCBELLEHUS BNaAeTb AOCTAaTO4HO
rnyGOKMMU U CNOXHBIMU C COAEPXKATENbHON TOYKM 3PEHUS 3HAHUSMU, HO MPU 3TOM
oBnageBaTb MU NErko 1 ObicTpo. BaXHOCTb Takoro NPOCBELLEHMS NPOSIBSETCA He
NpoCTO B HEOOXOAMMOCTM NOAAEPXKAHUSA 3HAHUIN B aKTyarnbHOM COCTOSIHUW, HO U B
dhopMMpoOBaHNM coLmanbHON cpefbl — COBPEMEHHOTO LiMdpOoBOro obLecTsa.

Kak 310 cBsidaHO: LUmMdpoBM3aLsi, 300poBbe, OMOTEXHONOMMM 1 NpocBeLLeHne? Ha-
npsmyto. B Hay4HOW 1 Hay4HO-NONYNSpHOW nuTepaType NosiBrseTca Hemano nyonum-
KaLMn, NOCBALLEHHbIX NPOABWKEHMWIO MAEN O TOM, YTO «CTaHAapTbl 340POBbS B 3MOXY
rnobansHow LumMdpoBusaumnm MeHaTca. CTapocTb nepectaeT ObiTb YeM-To haTarnb-
HbIM, @ MONTOAOCTb NPEBpPALLLAEeTCs BO BMNOSHE pearnbHbIi apameTp, KOTOPbIA MOXHO
BEPHYTb, BOCCO3AaThb, NOAAEPKATb»?.

O6bsaBneHHbIN [NpesnaeHToM Poccum Kypc Ha JOCTUXKEHME B HaLLen cTpaHe cpea-
Hel NpoaomKUTENbHOCTM XM3HM k 2030 1. 80 neT® TpebyeT He Tonbko obLLecoLmanb-
HbIX, MEANLIMHCKUX, MPaBOBbIX, HO U BaXXHENLLMX MPOCBETUTENLCKNX COCTABIISIOLLMX.

2 KnetimeHosa J1. BeuHbli, Moriogon: korga Hayka nobeaut crapocts // XKypHan PBK. 2020.
Ne 1—2. C. 57.

3 Ykas MNpesvgeHTta PO ot 07.05.2018 Ne 204 «O HauMoHanbHbIX LENSX U CTpaTeErM4yeckmx 3a-
Aavax passutus Poccunckon ®epepaunn Ha nepuog ao 2024 roga» // Poccuiickas raseta.
09.05.2018. Ne 97.

4/2020

Ox19g909vdlU 1 vavdu NNMvELIVHOTIVHAI LHA
N NNV I3 LHA 1I[9IAFLEG0dU

w

AHVIN

D332 XISHINOHZ I 3d30D 9 INFLOMD



90

BEKTOP HOPVOVMHECKOW HAYKW Egz;’c’%ﬁ

umenn O.E. Kyradura (MIIOA)

Teopemuko-npasoebie 060CHOBaHUsI NOTPEOHOCTN 0653aTENLCTBEHHOIO Ha4Yana
reHeTU4eCKoro NPoCBeLLeHNs A NyONMYHO-NPaBOBbIX MHCTUTYTOB COMPSXXEHbI npe-
X[e BCero ¢ AOKTPUHOWN 0683aTeNnbCTBEHHOIO rocyaapcTea B Lienom. B cBA3m ¢ atum
pas3BUTUE «FEHETUYECKOrO MPOCBELLEHUNAY KaK YacTh MeLMLMHCKOro NpOCBELLEeHUS
HeobXxoaMMo paccMaTpuBaTh C TOYKU 3PEHUS TOTO, YTO roCy4apcTBO U NyBrnyHble UH-
CTUTYTbI B J@HHOM Clyyae SBMSOTCSH CTOPOHOM, MMEIOLLIEN COOTBETCTBYOLLMNE 00A3aH-
HocTU. [JaHHble 06513aHHOCTU 3anOXeHbl B CAMOM MOHUMAaHWMN 1 CYLLIHOCTM NPaBoBOro,
AEeMOKPaTUYeCKOro rocyqapcTaa, BbIpaXKeHHOM B NpeaoCcTaBneHnm nHpopmaumm ee
rpaxgaHam, kotopas HeobxogmMma UM B TOW UITM MHOW Mepe.

3avacTylo rpaxgaHe 3aHMMarTCs «CaMoriedeHneM» NpocTbix 3abonesaHuin 1 Bo-
o6LLie He NOA03PEBAOT O FEHETUYECKOW NPUPOLE MHOMMX COCTOSIHWUIA CBOErO OpraHn3Ma
N BO3MOXHOCTSIX MX KoppeKuun. Mpu 3TOM, Kak OTMEYAIOT yYeHble-reHETUKN 1 MEVKY,
cerogHsa anarHoctupytotcs 6onee 6 000 3aboneBaHWn MOHOr€HHOrO/HaCNeACTBEHHOIO
Xapaktepa (reMounms, MyKoBUCLUA03, CUHAPOM JTIOMKOM X-XPOMOCOMbI 1 Ap.), B TOM
yuMCcre ecTb SBHO 3aMEeTHble, a eCTb Te, KOTOpble MOryT NPOsIBUTLCA He cpasy. Pa3sutue
MeOMLMHbI 1 BBeAeHME 00653aTeNbHbIX CKPUHMHIOB Ha Harnuymne reHeTudeckmx 3abo-
nesaHwui (B Poccnmn BBeaeH 06a3aTenbHbIA CKPUHMHT HOBOPOXKAEHHbIX HA MYKOBUCLN-
[03) JOIMKHO CONPOBOXAATLCS MPOCBELLEHNEM HE TONBbKO poamuTenen, HO 1 B LIENOM
00LEeCTBEHHOCTU C UHCPOPMALMOHHOW, B TOM YMCre O6LLE NONMUTUYECKON, LIENbIO.

KoHuenuuio cylectBoBaHMsA 0653aTenNbCTBEHHOIO rocyaapcTBa Kak CUCTEMbI pac-
cmatpuan Hukonar Hukonaesud AnekceeB. OH cuuTan, YTo «BegyLuii Cnomn rocyaap-
CTBa MPOHMKCS Obl MbICIbO, YTO BMACTb Er0 HE eCTb NPaBo, a U 0653aHHOCTb; U ecru
B TO Xe BpeMsi ynpaBnsieMble He Obinun Obl NpoCTbiMU 06 bEKTamMu BnacTu, He Bbinu Obl
TONbKO HOCUTENAMU 0BSI3aHHOCTEN. .. HO U HOCUTENSIMU NpaBoMo4riA. MNpUTom Nnpaso-
MOYMS 3TN OHWU He cunTanm Obl “npaBamun’... HO KakK... COeAUHEHHbIE CO CBOOOAHbLIM
YyCMOTpeHUeM 06513aHHOCTM MO Y4aCTUIO B FOCYAapCTBEHHON BNacTu»*.

[ymaeTcs, 4To NoA «yyacTveM B rocygapcTeeHHon Bnactn» H. H. Anekcees nmen
B BMAY, YTO KaXablN, KTO CHATAET CBOMM MPABOMOYMEM MOSy4YeHMe TOro Unm NHOro, 4To
CBS13aHO C €ro npaBamu (B KOHKPETHO paccMaTpuBaeMoM cryvyae — ¢ nHdopmaumen,
npocBeLLeHneM), UMeeT NpaBo TpeboBaHUs 3TOro OT rocy4apcTBa, Tak Kak «BegyLLni
CNoWny», UMEeIOLLMIA BNacTb, CBA3aH He CTOMbKO NpaBaMm, CKOJTbKO 06s13aHHOCTSIMAS.
OTctoga BbITEKaeT BbIBOA, YTO NOTPEOHOCTH, CBA3AHHbIE C MONy4YEHNEM NPOCBEeLLe-
HWS B YCINOBUSIX YETBEPTOW TEXHONMOMMYECKOW PEBONIOLIMU, ABMNATCS HEOTbEMITEMbIM
rpasoM 4Yerioeeka He 3agUucUMOCmU O0m NPUHadIexXHOCMU K KOHKPemMHoMy 2ocydap-
cmey, TaK KaK yCrnoBusl «npaBo — 0643aHHOCTb» U «00S13aHHOCTb — MPaBoY», B KOTO-
pbix 0653aHHOCTb BO3MaraeTcs Ha rocy4apCTBO B CBA3W C HAaNM4MeM KOppecnoHampy-
toLLLero npasa, — 310 OPMYyNMPOBKaA ANA O6LLEeN MUPOBON KOHLEMLUN.

OTn TeopeTnyeckmne pasMblLLEHNST HEOAHO3HAYHbI U CBSI3aHbl C pa3HbiM 3KOHOMMU-
YECKMM COCTOsIHMEM 06ecrneyYeHHOCTM BONPOCOB, HE COMPSKEHHbLIX C CaMUM MPOCBe-
LeHreM. Kacasicb reHeTM4YeCcKoro NPOCBELLEHUS, NEYEHNsI TEHOMHbIX 3aboneBaHui,
BONe-HEBOMEN NOrpyxaeLlbCsi B METOAMKN NeYeHuns, KoTopble TpebyoT onpeaeneH-
HOW 3KOHOMMUYECKOW OCHOBbLI. BaXXHO y4nTbIBaTb, YTO CaMO MPOCBELLEHMNE B TAKUX
y3KOHanpaBneHHbIX BONPOCax MMEET LieNbio He TONMbKO pacckasaTb O reHeTUYeCKmX

4 Anekcees H. H. Pyccknin Hapog v rocygapctseo. M., 1998. C. 159.
5 Cwm.: Anekcees H. H. Ykas. cou.
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3aboneBaHusix, HO U caenaTb BO3MOXHbIM 3HaHME 06 MHbLIX COCTOSIHMSAX YernoBeka, ero

0COBEHHOCTAX M NOTPEBHOCTSX, onpeaensemMbiX MUMEHHO reHeTU4YeCKMU bakTopamu.
lMpocBeLLeHre, Kak N3BECTHO, MOXET OCYLLECTBMNATLCS B CaMblX Pa3nunyHbIX obna-

cTax. MupoBas npakTuka B aTnx obnactsx 3a nocrnegHue 10 net npetepnena cunbHble

N3MEHEHNS, OOHUM W3 MMaBHbIX CPEAM HUX ABMSETCA NOSBMNEHNE Y3KONPOoUIbHOro

copepaternbHoro npoceelleHus. NogobHoe He 6bino 6bl BO3MOXHEIM 6e3 cneumarnb-

HbIX YCMOBWIA, KOTOPbIE HbIHE NPOSABNATCA Gnarogapsa YeTBEPTON TEXHONMOMMYECKON

pesontounn. COBOKYNHOCTb YCINOBUIN NO3BOMSET NPOABNATLCA HOBbIM TEHAEHLMAM

1 obnacTsiM NpocBeLLEeHMS.

C TeopeTn4eckon TOYKN 3pEHUS BbIAENMMUM CYLLHOCTHbIE NOTPEBHOCTM reHeTnye-

CKOrO NPOCBELLEHUS:

— MpeBeHTMBHas, NpegnonaratoLas oxpaHy 300poBbs, COAENCTBYOLLAA PA3BUTUIO
1 peanuaauum lNporpammbl NpeanKTUBHON MeauLmHbl B Poccninckon ®enepauuu;

— noTpebHOCTM B MHhOpMaTU3aLMKM C LiENbio COXPaHEHUS 300POBbsi, a TaKXKe UC-
Nonb30BaHNs BMONOrM4EeCcKon, B TOM YUCHE U reHeTUYeCKon, uHcpopmaLmm ons
HOPUCAMKUMOHHBIX Lenen;

— Hayu4Hble Lenu, cBa3aHHble C HEOOXOAMMOCTbBIO UCCNEA0BaHUSA rEHETUYECKMX 3a-
©oneBaHW N MHbIX COCTOSHUI YeNOoBeKa, NMEIOLLMX FEHETUYECKYIO MPUPOAY.
®opMbI u codepkaHue 2eHemMuUYeCKo20 NpoceeweHusl. YkasaHHble CyLLHOCT-

Hbl€ NPUYMHbBI FEHETUYECKOrO NPOCBELLEHNSA OOMKHbI BbIPaXaTbCs B NPaKTUYECKUX

dopmax TakoBoro. Hambonee pacnpoctpaHeHHbIMWU ddopMamMu orKcaLmMm NOMTUKN

rEHETUYECKOro NPOCBELLEHNS ABNATCS:

1) nybnudHble goknagabl U ouumnanbHele 3assneHus, k npumepy B CLUA (B pamkax
noknaga b. Obambl 6bina aHoHcMpoBaHa koHuenuus Precision Medicine Initiative,
USA);

2) HOpMaTMBHbIE aKTbl U NOMUTMKO-NPaBOBLIE KOHLeNUMu, Hanpumep KoHuenuus
NPEBEHTMBHOM 1 NEPCOHANU3npoBaHHON MeauLmHbl B Poccuiickon ®enepaumm.
B cBeTe nocnegHero ocobeHHO nHTepeceH onbIT PpaHumm, rae 02.12.2011 6bina

npuHaTa NonuTtuka B obnactn o6pasoBaHus, 30paBooxpaHeHnst B 06pasoBaTenbHbIX

ueHTpax®, B KoTopol 0603Ha4YeH MexaHn3M obecneyeHust NyonnYHbIX MHCTUTYTOB

Nno MeAULMHCKOMY, CAHUTapHOMY MPOCBELLEHNIO, Ha3BaHbl OCHOBHbLIE NMPUOPUTETI:

«1) nonuTrka B 06nacTu 3gpaBooxXpaHeHnsi B 06pazoBaHumM AOMmKHa BbiTb MHTErpupo-

BaHa B akaeMunyeckme NpoeKThbl LKOM 1 ydpexaeHuin. B obnactn caHutapHoro npo-

CBeLLeHNs 1 NpoUNaKkTUKK, Kak 1 B Apyrnx obnactax, Heobxogmmo MobunnsosaTb

YYaCTHMKOB Ha BCEX YPOBHSIX OTBETCTBEHHOCTU: HALWOHANbHOM, akaieMNU4EeCKOM

N MeCTHOM; 2) NonnTuKa B 0bnacty 3apaBooxpaHeHus B cchepe obpa3oBaHUs OOMK-

Ha OTBeYaTb HALMOHaNbHOW NONUTMKE B 06racTu 30paBoOXpaHeHNs U OXBaTbiBaTb

BCE AETEePMUHaHTbI 300POBbS U OCHOBHbIE MEeAULUHCKME NOTPEBHOCTN CTYOEeHTOB

(mmeta, hmanyeckas akTMBHOCTb, CEKCyarbHOe NpocBeLleHne u gpyroe); 3) obpaso-

BaTernbHas NonuTnka OOSMKHA OCHOBbLIBATLCS HA TOYEYHOM YNpaBfeHnn BCeMU CTo-

poHamu obpasoBaTenbHOro npouecca... [py 3TomM Ha HaUMOHaNbLHOM YPOBHE BaXHO

3a4encTBoBaTh BCMOMOraTerbHble AOKYMEHTbI U LMPPOBbIE PECYPChI... @ TaKKe COo-
rmalleHns ¢ MexayHapoaHbIMY OpraH1M3aumnsaMy; Ha akageMUYeckoM ypoBHE NONUTH-

6 Politique éducative de santé dans les territoires académiques // URL: https://www.education.
gouv.fr/pid25535/bulletin_officiel.html (aata obpaiyenns: 10.02.2020).
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Ka B 06nacTu 3gpaBoOXpaHeHUS... ABNSETCA HEOTbEMIIEMOM YaCcTbio akageMN4ecKon
NONMUTUKKN, MPOBOAMMON PEKTOPOMY»’.

Takas nonuTuka sIBnsieTcst O6LLUMM pamMoYHbIM JOKYMEHTOM B cchepe NpocBeLLeHns
B 06racTy oxpaHbl 300p0Bbsi, (PAKTUYECKU 3TO NPOSIBNIEHNE MEXOTPACIEBOrO perynu-
pOBaHus, cogepaLlero nporpamMmmMHble KOMMOHEHTbI. YeTkoro 0603Ha4YeHns reHeTu-
YeCKOro NPoCcBeLLEeHNs B AaHHOM JOKYMEHTE HET, HO B HEM 3aroXeHbl onpeaeneHHble
pamMoYHble Havana MeuLMHCKOrO NPOCBELLEHNS B LIENTOM.

MHTepecHa npakTuka B 06nacTu reHOMHbIX UCCreaoBaHUM U NPOCBELLEHNSs], KOTO-
pasi cnoxunacb B CoeguHeHHbix LLtatax Amepukn. B aHBape 2015 r. bapak Obama
06BbSBMN 0 Havane peanusaunm MHULMATKBbLI «TOMHas MmeguuuHay (Precision Medicine
Initiative), B pamkax koTopow 6bin 3anyLueH npoekt «Bce mbi» (All of Us). Lenb gaH-
HOro MOHIUTKOAHOIO UCCNeaoBaHUs — HaWTU bonee ahPEKTUBHbIE METOAbI NEYEHUS
1 NpefoTBpaLLeHNs pasnuyHbix 3aboneBaHui.

Mo mHeHuto HaumonansHoro nHctutyTa 3gopoBbs CLUA (Collins&Varmus, 2015),
cbop reHeTU4eCKMx AaHHbIX 1 NokasaTenewn 30opoBbsa nogen bynet cogencTBoBaTh:
«pa3paboTke METOAUKMN KONMMYECTBEHHOW OLIEHKWN prcka Ans psiga 3abonesaHumn nytem
COMOCTaBMNeHNs BO3AENCTBUA reHETUYECKMX (DAKTOPOB M OKpYXatoLen cpedbl Ha Ye-
noseka; onpegeneHnio NPUYnH pasnnMyHon peakunn Naen Ha OOHU 1 Te Xe MeToabl
neveHns; nccneoBaHnio BMONOrMYecKMX MapkepoB, YKasbiBaKLLMX HA NOBbLILLEHHbIN
W NOHWXKEHHBIN PUCK Pa3BUTUS 3ab0NeBaHuii; yMeHbLLEHWIO HEpaBEHCTBa B cdepe
30paBOOXpPaHEHUst; Co3aaHuIo NNaTopMbl AN NPOBEAEHUS UCCeqoBaHui B obnacTu
TapreTHon Tepanumn»®. B onvcbiBaemMoM criydae MHOPMALMOHHbBINA KOHTEHT, @ Takke
PeKpyTUHr 4OOPOBOMbLEB AN peanv3aummn NporpaMmMbl OCYLLECTBANCS Yepes cpea-
CTBa MaccoBOW MH(OpMaLMN U HEe MMen YeTKOro 3aoMKCMPOBaAHHOIO anropmuTMa ys-
KOHanpaBreHHOro NPOCBELLEHNS.

HymaeTtcs, 4yto ana Poccrnm BNomHe MOXHO Obino 66l MONTY MO NyTU CO3AaHUSA
NpaBoOBOro akTa, pernamMmeHTupyroLero obwme Ha4ana npaBoBOro NPOCBELLEHMS
1 NPaBOBOro BOCMUTaHUS B LLENOM, MPU 3TOM BaXKHO CO34aTb BO3MOXHOCTb ObICTPOro
pearMpoBaHus Ha akTyaribHble BbI30Bbl BDEMEHM.

B anoxy «undposoro obLiectBa» ahhekTMBHO cpabaThbiBalOT MEXaHWU3Mbl MPOCBe-
LLleHWst CpeACcTBaMu 3KPaHHOW KynbTypbl. [loCTaToOMHO NPUBECTU Takue KOMMOHEHThI
MYNbTUMEAUAHOTO KOHTEHTA, Kak chmnbMbl «KopoHaBupyc. Bce, UTo HY)XHO 3HaTb»®,
«BWY B Poccumn — annaemusi, npo KOTOPYHo He roBopsAT» . 3TOT MynsTUMeaUAHbLIN
KOHTEHT SBMSeTCH NPUMEPOM Yy3KOHaNpaBieHHOro NpoCBeLLeHns, B HEM OT4YacTu
npeacTaBrieHbl COCTaBNALLME B TOM Y/CIe NPaBOBOro 3HaHWS, HO, C HALLEn TOYKK
3peHUsi, OCHOBbI TAKOro NPOCBELLEHWS OOMKHbI OblTh KOHLENTYanbHO 0OPMIIEHbI
N cMcTeMaTU3MpoBaHbI.

7 Politique éducative de santé dans les territoires académiques // URL: https://www.education.
gouv.fr/pid25535/bulletin_officiel.html (aata obpalyeHus: 10.02.2020).

8 Collins F. S., Varmus H. A new initiative on precision medicine // New England journal of
medicine. 2015. 372 (9). P. 793—795.

9 URL: https://www.1tv.ru/doc/pro-zdorove/koronavirus-vse-chto-nuzhno-znat-dokumentalnyy-
film (paTa obpalyeHus: 15.02.2020).

0 URL: https://www.youtube.com/watch?v=GTRAEpIIGZo (nata obpaluerus: 15.02.2020).
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Ha gaHHbIn MOMeHT B Poccumn HET eamHon heaeparnibHON KOHLENL MM NPaBOBOro
NPOCBELLEHMS, MPUHATON Ha rocyAapCcTBEHHOM ypoBHe. OgHako Heobxoanmo oTMme-
TUTb, YTO Ha PErMoHanNbHOM YPOBHE HEOQHOKPATHO NPeanpUHUMAnMCh MOMbITKU TaKoro
0606LweHunsa. Hanpumep, B Pecnybnuke TatapcTaH, rae paspaboTtaH npoekT KoHuenuum
NpPaBOBOro NPOCBELLEHNS, KOTOPbIA HAaXOAMTCS Ha yTBepxaeHuu (n. 2.3 MNnaHa npaso-
BOro nNpocBeeLleHns rpaxaaH B Pecnybnuvke TaTapcTaH B 4acTu U3y4YeHUs1 OCHOBHbIX
nonoxeHun KoHctutyuumn Pecnybnukn TatapcTaH, yTBepxaeHHoro pewerHnem Op-
raHM3aLWoOHHOro KOMUTETA MO NOArOTOBKE M NpoBeAeHuto npasgHosaHusa 100-netua
obpaszoBaHusa Tatapckor ABToHOMHoM CoBeTtckon Coumanuctudeckon Pecnybnukm
ot 11.08.2017 Ne 01-7820). B HekoTOpbIx cybbekTax Poccunckon degepauuy npu-
HATbl 1 BBEAEHbI B AENCTBIE PervoHarbHble KOHLENLMM NPaBoOBOro npoceeLleHms .

OTMeTUM, 4YTO Ha YPOBHE cUCTEMbl 0Opa3oBaHns NOMUMO doeaeparnbHbIX CTaH-
0apTOB NPUHAT PS4 KOHLUENTyarbHbIX akTOB, Cpean KOTOpbIX MOXHO BblaenuTts Ctpa-
Terno passuTusi BocnuTaHus B Poccuiickon ®enepauunn Ha nepuog oo 2025 roga'?,
KoHuenuuio pasButust 4ONONHUTENBHOTO 0bpasoBaHusa aetein'®; a Takke HaumoHanb-
Hble NPOEKTbl, KOTOPbIE HA COBPEMEHHOM 3Tane npu3BaHbl pa3BuTb cuctemy obpa-
30BaHus, obecnevnTb peanusaLmio NoBbILLEHUSA Ka4eCcTBa U BXOXAEHUS B OECATKY
NyYLMX MUPOBBIX CUCTEM 0Opa3oBaHusi. Ho BCe-TakM 3TW aKTbl HE OXBaTbIBAKOT BCEX
aKTOPOB (AEeNCTBYOLLMX ML) NPABOBOro NPOCBELLEHNSI Y YETKO HE NpeaycMaTpuBatoT
0COBEHHOCTN ero peanusauny B y3koHanpasBneHHbIX 0bnacTsx.

YT0 KacaeTca KoHuenuuv NpegukTMBHON, NPEBEHTUBHOW U MEPCOHaNM3npoBaHHOM
MeauumHbl B Poccuu, To «ee Lenblo aBnaeTcs obecnevyeHne 4OCTYNHOCTU NepcoHa-
NN3MPOBAHHON MEOULMHCKOW MOMOLLM C Lienblo AOCUMMATOMaTUYECKOro NPorHo3mpo-
BaHMA pa3BuTUSA 3aboneBaHUn n ux NpouUNakTMKKU, NOBbILLIEHUS 3PADEKTUBHOCTU
TpaAMLMOHHbBIX METOAOB fIe4YeHUsA NyTEM NepcoHanu3aunm nx NpUMEHEHNs, a Takxe
NPUMeEHEeHNs B NPaKTU4YECKOM 34paBOOXPaHEHUN NHONBUAYANbHO NPOU3BOAUMbIX
nepcoHanManpoBaHHbIX NPOAYKTOB (NpenapaTtoB) ANs nedYeHns» .

" Cm.: KoHuenuusi npaBoBOro NPOCBELLEHUS TPaXaaH, NPOXMBAOLLMX B XaHTbl-MaHcuinckom
aBTOHOMHOM okpyre — tOrpe // URL: https://upch.admhmao.ru/pravovoe-prosveshchenie-
grazhdan-/1187716/proekt-kontseptsii-razvitiya-pravovogo-prosveshcheniya-grazhdan-v-
yugre (gata obpawenus: 14.02.2020) ; KoHuenums npaBoBOro NpocBeLLeHNst rpaxaaH //
O6Luepoccuiickas obLecTBeHHas opraHusaums Accoumaums opuctoB Poccun: Camapckoe
pernoHanbHoe otaenexune. URL: https://alrf63.ru/component/content/article ?id=99&ltemid=437
(nata obpaweHus: 14.02.2020).

2 Ctpaterus passuTtusa BocnutaHusa B Poccuiickon denepaumm Ha nepuog fo 2025 roaa,
yTB. pacnopsixkeHuem lNpasutensctea P® ot 29.05.2015 Ne 996-p // URL: http://www.
rg.ru/2015/06/08/vospitanie-dok.html (nata o6pawenus:: 11.01.2020).

3 KoHuenuwus pa3sutusi 4OMNOMHUTENBHOrO 06pa3oBaHmsa AeTen, yTB. pacrnopsikeHnem lMpasu-
TenbctBa PO ot 04.09.2014 Ne 1726-p // URL: http://gov.garant.ru/SESSION/PILOT/main.htm
(nata obpawenus: 11.01.2020).

4 Mpukas MuHucTepcTBa 3gpaBooxpaHeHns PP «O6 yTeepxaeHun KoHuenuum npeankTMBHON,
NPEeBEHTUBHOM 1 NEePCOHAaNN3MpoBaHHON MeanLunHbl» oT 24.04.2018 Ne 186 // URL: http://
nop2030.ru/dokumenty/prikaz-ministerstva-zdravoohraneniya-rf-ot-24-aprelya-2018-g-n-186-
ob-utverzhdenii-kontseptsii-prediktivnoj-preventivnoj-i-personalizirovannoj-meditsiny/ (nata
obpaluenuns: 10.02.2020).
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B pamkax BONpocoB, NpUBNmMXeHHbIX K reHeTU4YeCKOMyY nNpocBeLleHuto, KoHuenums
YKa3blBAET Ha BaXKHOCTb 3HaHWUsI 0 (hakTopax OKpyKatoLLen cpeapbl, CNOCOOCTBYHOLLMX
peanusauum reHeTu4eckm o0yCrnoBneHHON NpeapacnonoXeHHOCTH, TaK Kak 3TO SIBMs-
€TCS KPUTUYHBIM NS NPaKTUYECKON peanusaunm NpuUHLIMNOB NepCoHaNn3MpoBaHHOM
NpoUNaKTUYECKON MeAULIMHbI, NO3BOMNAA COOPMUPOBATL MHANBUAYANU3NPOBAHHbBIN
nnaH NpounakTU4ECKUX MepPONPUATUA, HanpaBeHHbIN Ha MUHUMKU3ALMI0 PUCKOB
HacTynneHns 3abonesaHus.

Peanusauusa n npoBegeHne reHeTU4ECKOro NpoCBeLLEeHUs NO3BONAT AOCTUYb pe-
3ynbTaToB, 3aKpenneHHbIX B KoHUEeNUun, a MUMEHHO: «CHIDKEHMS 3a6oneBaeMocT Nno
HO30mMornsam, 06ycnoBneHHbIM HacneaACTBEHHbIMU (hakTopamu, B TOM YMCIE NOMUreH-
HbIMM, YNYYLLEHUS Ka4yeCcTBa MeQULIMHCKOWM NOMOLLM MPU NeYeHNN HEVHAEKLMOHHBIX
3aboneBaHuii, a TaKKe CHUXKEHNS 3aTpaT Ha OKaszaHWe MegULMHCKON MOMOLLM 3a cHET
ONTUMarbHOro Bblbopa CXem NeYeHUst U NPUMEHSEMbIX NIEKAPCTBEHHbIX MPenapaToBy.

B HacTosLee Bpemsa B MMPOBOWN NpaKTUKe CYLLECTBYIOT ABE OCHOBHbIE MOAENn
3alUUTbl FeHeTUYECKON MHopMaLnn: 3almTa reHeTu4eckon nHopmMaLlmm Kak Bpa-
YeOHOW TaWHbI M 3aLyuTa reHeTU4EeCKo MHpopMaLIMM Kak NepPCOHanbHbIX OaHHbIX.

CornacHo cT. 13 ®enepanbHoro 3akoHa «O6 ocHoBax oxpaHbl 340POBbS rpaXxaaH
B Poccuiickon ®egepaunm»'®, noHATUE «BpadYebHas TallHa» COCTaBMSOT CBeOeHUs
0 (hakTe obpaLleHns rpaxaaHMHa 3a oka3aHMeM MeAULUHCKON MOMOLLIM, COCTOSIHUM
€ro 300pOBbS U ANarHose, UHble CBEOEHMWS, NONyYEHHbIE NPY €ro MeaUUHCKOM 06-
CnegoBaHUM U NIEYEHUN.

B cratbe 3 degepanbHoro 3akoHa «O nepcoHarnbHbIX AaHHbIX»'® nog nepcoHanb-
HbIMM AaHHBbIMY NOHUMaeTCH «tobas MHpopmaLms, OTHOCALLAACS K MPSMO UM KOC-
BEHHO OnpeAeneHHoMy unu onpegensemMomMy usnyeckomy nuuy (CyobekTy nepco-
HanbHbIX OAaHHbIX)».

Mcxogsa 3 aHanusa BbllleyKasaHHbIX MOHATUN, a TakkKe AeCTBYIOLLEro 3aKkoHO-
AaTenbCTBa, MOXHO CAenaTb BbIBOA, YTO MOHATME «MepPCOHarnbHbIe AaHHbIE» LUMpE,
4YeM NoHATME «BpayebHas TarHay, Tak Kak nocnegHee — y3koHanpasneHHoe. Bpa-
YyebHasa TariHa npegnonaraeT, YTo CyObEKT, Nony4aoLLMin MOMOLLb (UMEHyeMbI «na-
LMEHT»), UMEET NPaBo Ha MonyyeHne MHpopMaLmm o COCTOAHUM CBOErO 300POBbS
(HemanoBaxHo, 4To nogobHasa nHopmaunsa JomkHa ObITb NpegocTaBneHa B no-
HATHOM M OOCTYNHON hopMe), O Hanm4um 3aboneBaHun, O pesynsTatax aHanu3os,
0 MeToAax okasaHWsa MegULMHCKOW NMOMOLLK, O BO3MOXHOM MegULMHCKOM BMeLla-
TenbLCTBE W ero NocneacTBUsIX, @ NepcoHarnbHble AaHHble CBA3aHbl NPaKTUYeCKn co
BCeMU cchepamm OOLLECTBEHHON KU3HU, B KOTOPOW B3aMOAENCTBYET CyObeKT nep-
COHanbHbIX AaHHbIX. OTBETCTBEHHOCTb Xe Kak 3a pasrnalleHvne BpadebHonm TalHbl,
TaKk 1 3a nepepady nHopmMaunmn, MMeLlen CBeAEeHNA 0 NepCoHarbHbIX AAaHHbIX,
MOXET ObITb aHanorMyHa: yrorioBHast OTBETCTBEHHOCTb, OXPaHAKLLAA TaHy YaCTHOM
XW3HW; aAMUHUCTPATMBHAsA OTBETCTBEHHOCTb, Camas CTporasi Mepa KOTOpon — 3TO
anckeanudukaums, npegnonararoLllas 3anpert Ha 3aHaTue onpeaeneHHbIX JOMKHO-
CTeW; rpaxgaHCcKo-npaBoBasi OTBETCTBEHHOCTb, CBA3aHHAA C 3alLMTON HeMaTepu-

S ®depepanbHbI 3akoH «O6 0cCHOBax oxpaHbl 300poBbs rpaxaaH B Poccuiickon enepauumy»
oT 21.11.2011 Ne 323-®3 (pea. ot 27.12.2019) // Poccuiickas raszeta. 23.11.2011. Ne 263.

6 depepanbHbIn 3akoH «O nepcoHanbHbIX AaHHbIX» OT 27.07.2006 Ne 152-®3 // Poccuiickas
raseta. 29.07.2006. Ne 165.
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anbHbIX 6nar; 1, KOHeYHO Xe, AUCUUNIMHapHasa OTBETCTBEHHOCTb, HAacTynawLlas 3a
pasrnaileHne BpadyeOHON TalHblI.

Takum obpasom, B Poccuiickon ®egepaunm npeaycMoTpeHbl pa3nmyHbie Crocobbl
3aLUMTbl FeHEeTUYEeCKON MHOPMaLIMK B 3aBMCUMOCTU OT TOrO, K Kakomy Tuny ByayT oT-
HOCUTbCA HemaTtepuarnbHble bnara — BpavebHas TariHa Unu nepcoHarbHble AaHHbIE.
OpgHako 1 B TOM, U B APYrOM Criydae KoHevHas Lenb — obecneyeHne KoHbuaeHLm-
arbHOCTW YaCTHOW XU3HW.

YkasaHHble acnekTbl MPaBoBOW 3aLLUTbI FEHETUYECKOM NH(OPMaLMK KpanHe BaXHbI
Onsi CoAepXaHus reHeTUYeCcKoro npoceeLleHns. B 3aBncrMocTu ot BbIGpaHHOro Mexa-
HM3Ma 3aLUUTbI YKa3aHHOW MHpopMaLIMN MOXET MEHATLCS CogepXKaHue MaTepuanbHbIX
1 npoueccyarnbHbIX HOPM, YTO CKa3blBaeTCsl Ha akUeHTax paboTbl NyBrnnYHbIX MHCTUTY-
TOB B 06M1acTu reHeTUYEeCKOro NpoCcBeLLeHNs (CUCTEMa, OpraHbl, NOAX0Abl U MpoYee).

3aknroyeHue. B anoxy 60nbLUNX AaHHbIX FeHeTMYecKas MHPOPMAaLIMSA O KOHKPET-
HOM 4enoBeke pUCKyeT CcTaTb OOLLEeAOCTYNHON, a 3TO AenaeT BONPOC perynmpoBaHns
W 3alUTbl FEHETUYECKUX AaHHbIX elle bonee ocTpbiM U akTyanbHbIM'. «B Hayke He-
OOHOKpaTHO obpallanocb BHUMaHWe Ha 0COBEHHOCTb reHETUYECKON MHGOPMaLImK,
3aKIMO4aloLLYOCS B TOM, YTO CBEAEHMSA O reHOME OHOro YenoBeka B 0693aTefnlbHOM
nopsiake cogepxkat MHOPMAaLMIO O reHOMaXx YNeHOB ero cembh» 8.

Hanunume reHeTMyecKknx OTKNOHEHU 1 3aboneBaHun, HopMaLnsa O KOTOPbIX
nonagaer B UyXue PyKu, MOXET NPUBECTU K AUCKPUMUHALIMN HE TONMbKO KOHKPETHOro
YyenoBeka, HO 1 ero AeTen 1 poanTenen B pasHbix chepax nx u3Hu. B cBasmn ¢ atum
obocTpsieTcsa Bonpoc pa3paboTky KOHUEeNUUn 1 NpaBoBOK 3aLUTbl FEHETUYECKOIO
nacropTa Yenoseka'®. Bbicokasi coupanbHas 3Ha4MMOCTb Pa3bsiCHEHUS COAepXKaHNs
onncbiBaeMor MHpopMauum n camoro MeXanUCLMNINHapHOro ABMEeHNst — «reHeTu-
YeCKU nacnopT» co3gaeT HeobXoaAMMOCTb pa3paboTku cneLlmnansHoro nHdopmMaLm-
OHHOrO pecypca.

Ba)kHO noHMmaTb, Y4TO B yCrOBUAX LIMPOBM3aLUK Kak hakTopa TpaHchopmMaLlmm
KynbTypbl B LIEMOM, @ Takke MHbIX )aKTOPOB, CBSA3AHHLIX C NOMyYeHneM uHdopmaumm
yaoaneHHo (bonbLuoe paccTosiHMe OT 06pa3oBaTenbHbIX LEHTPOB, pa3HULLa B HaCOBbIX
nosicax, NOCTPOEeHNe NHAMBUAYaNbHOrO KapbepHOro/o6pa3oBaTenbHOro MapLUpyTa,

7 Cm.: Baxapoea M. B., BoporHuH M. B. Opuandeckas Hayka B BbI30BaxX BHELLUHEN cpedbl: OT
HaLMOHanNbHOro NPOLUOro K CTONKHOBEHMIO C NapagurMamu rnobanusauum // BectHuk Mepm-
ckoro yHuBepcuteta. FOpuanyeckue Hayku. 2019. Bein. 43. C. 19—45 ; Zakharova M. V.,
Voronin M. V. Measure of Freedom in the Context of Legal Regulation of Genomic Research:
Foreign Experience // Revista Dilemas contemporaneos: Educacion, Politica y Valores. Year VI.
Special Edition. December 2018 ; URL: https://dilemascontemporaneoseducacionpoliticayval
ores.com/_files/200004128c6b43c7b2e/EE%2018.12.16%20Medida%20de%20libertad%20
en%20el%20contexto%20de%20la%20regulaci%C3%B3n%20legal%20de.....pdf (aata 06-
paweHus: 10.02.2020).

8 boedaHoea E. E. MNpaBoBble Npobnembl U pUCKM FEHETUYECKOW PEBOSIOLIMKN: FTEHETUYECKast
nHopmaumsa n auckpumuHaumsa // Lex russica. 2019. Ne 6. C. 20.

9 Ykas Mpe3ngeHTta PP ot 11.03.2019 Ne 97 «O6 OcHoBax rocyaapCTBeHHOW nonuTukm Poc-
cuiickon Pefepaumnm B obnactv obecneveHns XMMmnyeckon n ruonornyeckon 6e3onacHoCTm
Ha nepuoa go 2025 roga v ganeHewnwyto nepcnektuBy» . 13, nn. 8 // C3 P®. 2019. Ne 11.
Crt. 1106.
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KapaHTMH U NpoM.), HeOBXOAMMO AOHOCUTL OdhmLManNbHOE MHEHE SKCNEPTOB U OCY-
LeCTBNATb UHble hOPMbI NPOCBETUTENBCKON PaboTbl MOCPEACTBOM LIMAPOBLIX UH-
OpPMaLMOHHbBIX TEXHONOMUIA.

Llenb n npegHasHayveHe NOCTOSIHHOrO eAnHOro, KOHCONUMANPOBAHHOIO pecypca
B 06racTy reHeTM4ecKoro NpocBeLLEHNS — OCYLLECTBEHNE MHPOPMALMOHHOW, pas3b-
SACHUTENbHOW, NpoNaraHaNCTCKON, NPEBEHTUBHOM hyHKLMIA Yepe3 obyyeHne n nHgop-
MUPOBaHME O NPaBOBbIX Y MEANLMHCKNX BONPOCaX rEHOMHbIX MCCNEA0BaHWN, reHeTu-
Yeckon TpaHcopmaLmm YenoBeka, KreHeTUYECKMX NacnopTaxy» YernoBeka.

Takow pecypc Heobxoanm Ans opraHn3aLmm MacluTabrupoBaHUSA NPOCBELLEHNS.
Yno6CcTBO NOCTOSIHHOIO BEO-pecypca No3BONUT: KOHCONUAMPOBATL BeAyLUMX IKCnep-
TOB; CUCTEMATM3MPOBATL M HaKannMeaTb MHPOPMALIMIO KOHKPETHO MO AaHHOW npobne-
M€ U UMETb BO3MOXHOCTb ee AopaboTaTh, CKOPPEKTMPOBaTh, AOMOMHNUTL; NONy4aTh
o6paTHylo CBA3b B paMkax npeameTHown obnactu. BaxHo, 4TO Takol pecypc OTKpo-
€T BO3MOXHOCTb ObICTPO, a B Cny4ae HeobxoanmMoCcTn — aapecHO MHPOPMUPOBaTL
onpegeneHHble rpynmnbl Nogen (HanpuMep, oTAENbHbIX MWL, UMEKLLUX FrEHETUYECKYIO
naTonoruto).

Pecypc ¢ To4kM 3peHus coumanbHOW NoLaaKky No3BonmT 6onee TeCHO UHTErpu-
poBaTb Hay4yHoe u obpasoBaTefnibHoe COObLLECTBO HA OCHOBE MEXANCLMNIMHAPHOIO
noaxoda — 3KCNepPTOB Mo 3TON NpobnemMe, MeanLIMHCKUE opraHu3aunm, Bpaden, reHe-
TMKOB, 3aUHTEPECOBAHHbIX NULL, Ntogen, CTpagakoLmx reHeTu4eckMMm 3abonesaHuns-
MU, 1 UX BNN3KNX, CNOHCOPOB, XKenakwLwux NomModb 6onbHbIM NoaamM. Takke oH Byaet
norneseH BCceM Ansi NepBUYHOrO MHAOPMUMPOBAHUSA O BOMPOCAax NpaBa U reHeTUKK, re-
HETUYECKOM Tepanumn, reHOMHbIX UCCNEAOBaHNUSX N CMEXHbIX 3HAHUSIX.
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