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B coBpeMeHHOM MUpe YCyrn no reHeTun-

Crarbs nocssiLeHa rnpobsieme rovicka o6LUMX MPUHLNIMTOB CaMOpPEerynpo-
BaHWsi FEHOMHbIX UCC€A0BaHWi ¢ no3vumm obecriedeHns n 3aLimTbl OCHOBO-
rioniararoLLmx npas v 3aKOHHbIX UIHTEPECOB JINYHOCTU. [1peanoxeHbl OCHOBHbIE
XapakTepucTukn MOAEIN ONTUMAasIbHOrO COOTHOLLIEHWSI rOCYAapCTBEHHOI O pe-
ry/MpoBaHus i CaAMOPEryYJINPOBaHWS MPaBOOTHOLLEHWI B C(hepe reHOMHbIX UC-
cnenoBaHuii, cchopmMympoBaHbl 6a30BbI€ MPUHLINILI €€ NOCTPOEHMS] Ha OCHO-
Be aHann3a 3apybexHoro orbiTa u HOPMaTMBHOIO MPaBOBOro PErynpoBaHUs
reHoOMHbIX nccaenoBaHuii B Poccuvickori ®enepaumnmn. Ocoboe BHUMaHWE yae-
JIEHO OnpeaeneHnio cepbl nPUIOXKEHNs CaMOPEryNpPYOLLUNX QYHKLUNA rpo-
¢eccrnoHanbHbIX CO0BLECTB reHeTUKOB, Cpepbl rocyaapCcTBeHHOro BMelLla-
Te/IbCTBO B 0011|€CTBEHHbIE OTHOLLIEHWS B JAHHOV OTPAaCJIv, a TakXXe COOTHOLLIe-
HUIO MEXAY HAMMU.

KnioyeBbie cnoBa: reHOMHbIE UCC/IEA0BaHWNS, CaAMOPErynpoBaHve, rnpa-
Ba, 3aKOHHbIE UHTEPECHI, INYHOCTb, 0becrnedyeHne, NPUoPUTET, MPUHLMI, ro-
CcyapCTBEHHOE BMELLIAaTe/IbCTBO.

The article is devoted to the problem of finding the general principles of self-
regulation of genomic research from the standpoint of ensuring and protecting
the fundamental rights and legitimate interests of the individual. The main char-
acteristics of the model of the optimal ratio of state regulation and self-regula-
tion of legal relations in the field of genomic research are proposed, the basic
principles of its construction are formulated based on the analysis of foreign
experience and regulatory legal regulation of genomic research in the Russian
Federation. Particular attention is paid to the definition of the scope of applica-
tion of the self-regulatory functions of the professional communities of geneti-
cists, the scope of state intervention in social relations in the industry, as well as
the relationship between them.

Keywords: genomic research, self-regulation, rights, legitimate interests,
personality, security, priority, principle, state intervention.
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HeCKOMY uccnenoBaHmio n nepcoHajibHOMY
reHOMHOMY TeCTUPOBAHUIO MOCTENeHHO
BXOOAT B YMCJIO MONYNAPHbIX YCNyr, OKa3bl-
BaeMbIX KOMMepyYeCknMn MegununHCKMMUn

nccnenoBaHUii U TECTOB MO3BONSET GU3M-
4eckUM Nnuam nosy4yaTb AOCTYM K LWMPOKO-
My CMeKTpy WHdOpMauuUnU, MCMob30BaTb
KOTOPYIO MOXHO AJ151 MJIaHUPOBaHNS CEMbU,

" iccnepoBaHue BbIMOAHEHO NPy GUHAHCOBON NoaAepx)Ke Poccuitckoro ¢poHaa dyHaaMeHTabHbIX ccne-
nosaHuii (PODU) B pamkax Hay4yHoro npoekta N2 18-29-14058
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Nle4eHNs1 HACNeACTBEHHbIX U MHbIX TEHETU-
yecknx 3abonieBaHuin, U3MeHeHus obpasa
XM3HU C LENbIO YNYyYLIEHNS COCTOAHNS 300-
poBbs 1 apyrux uenen. B Poccuiickon de-
fepaunn oTHoweHust B cdepe reHetmye-
CKUX NCcneaoBaHui SBNSIOTCS CPaBHUTESb-
HO HOBbIM BUAOM OOLLECTBEHHbIX OTHOLLE-
HWIA, MPaBOBOE PEryJMpoBaHNE KOTOPbIX
CTPOUTCS Ha Takmx 6a30BbIX HOPMATUBHbIX
npaBoBbIX akTax, kak PenepanbHblii 3aKOH
oT 21 Hos16ps 2011 . N2 323-P3 «O6 ocHo-
Bax OXpaHbl 300pPOBbs rpaxgaH B Poccuin-
ckon Pepepaunn», GenepanbHbliii 3aKOH OT
5 uiona 1996 r. N2 86-P3 «O rocynapcTBeH-
HOM perynmpoBaHuM B 061aCTU FreHHO-UH-
XEeHepHoN peatenbHocTu», MepepanbHbli
3aKkoH oT 3 gekabps 2008 r. N2 242-Pp3 «O
rocyJapCTBEHHOW EeHOMHOW permncrpauum
B Poccurickon depepaumm».
Copepxalimecs B HUX HOPMbl HOCHT,
NPENMYLLLECTBEHHO, OOLLNIA XapakTep, N He
OxBaTblBalOT coboli  npodeccnoHanbHO-
3TUYECKNX ACMEKTOB B3AMMOOTHOLLUEHWI Na-
UMEeHTa WM MCCnenyemMoro co cneuuanm-
CTOM B cpepe reHeTUKN 1 reHOMUKU, Kaca-
IOLLMXC MHOOPMMPOBAHUSA NLA O XO4e U
pesynbratax reHeTUYeCcKOro NccneaoBaHus,
TpeboBaHWNI K KA4eCTBY Pe3dy/ibTaTOB UCCIle-
[OBaHUI, NCNONb30BAHMIO UX PE3YSILTATOB U
T.n. CnoxuBliascsa cutyauusi 3aKkOHOMEpPHO
NnOOHMMAET BOMPOC O BO3MOXHOCTM CaMoO-
perynnpoBaHnus OTHOLIEHU B cdepe re-
HOMHBbIX UCCNeAoBaHUN CO CTOPOHbI MpPO-
deccroHanbHbIX COOOLLECTB CNeunancToB
B cpepe reHeTuKn 1 reHommku. Miopea camo-
perynnpoBaHus npennonaraet CyuiecTBO-
BaHVE NpPOdECCUOHaNbLHOM rpynnbl, OCy-
LLECTBSIOLLEN MO COrNacoBaHUIO C opraHa-
MW rOCyJapCTBEHHOW BnacTu pernamMmeHTa-
LUMIO OEATENbHOCTBIO €€ YJEHOB nocpen-
CTBOM YCTaHOBEHUS NPOdeCcCMOoHaNbHbIX
CTaHOapTOB, pa3paboTkm aTUYECKNX TPebo-
BaHW, BblAA4YM M aHHYNIMPOBaHUA pa3peLue-
HUI Ha NpaBO OCYLUECTBNEHNA Npodeccmo-
HanbHOW pesatenbHocTu [1, c. 3]. Ang pewe-
HMS BONpOCa 0 BO3BMOXHOCTW Nepeaayn ka-
KMX-N1MOGO BOMNPOCOB OpraHn3aumnu 1 npoee-
[EHNS1 TEHOMHbIX WUCCiefoBaHUi Ha OTKYynM
npodeccmnoHanbHbIM COOOLLECTBAM C Haae-
NeHneM Ux GYHKLUSMU caMoperynmpyemMbix
opraHvsaumin, BaXHO, B MEPBYIO Oo4epenp,
onpenennTb CTeneHb HeobxoaMmMOoro rocy-
[APCTBEHHOrO0 BMeELIATENbCTBA B [OaHHbIE
OTHOLLIEHUS C y4eTOoM noTpebHocTen B obe-
crnevyeHnn n 3awmTe 6a30BbIX NPaB U 3aKOH-
HbIX WHTEPECOB JIMYHOCTWU. BbinonHeHne
9TON 334241 HEBO3MOXHO 6e3 NpoBeaeHns
KOMTMIEKCHbIX CPaBHUTESIbHO-MNPaBOBbIX UC-
CnegoBaHuii, CONMPOBOXAAIOLLMXCS OLLEHKOM
CUCTEMbI HOPMATMBHOW pernameHTaumm
npodeCcCnoHanbHOM AeATENbHOCTU Creum-
a/INCTOB MO FEHETMKE N FEHOMUKE, BKJIHOYA-

IoLLen B cebs kKak HOPMbl FOCY4APCTBEHHOIO
npaea, Tak u TpeboBaHus, NpoayLunpyemble
Ha ypoBHe NpodeccrnoHanbHbIX COOBLLECTB.

B cucteme camoperynmpoBaHus reHoM-
HbIX UCClegoBaHni 1 pa3paboTke COOTBET-
CTBYIOLLMX MEXAYHAPOAHbIX CTaHAapTOB W
npaBus B MMpPe KJIIOYEBYIO POJib UrpatoT ABe
opraHvsaumu - Human Genome
Organization (HUGO, OpraHusauus reHoma
yenoseka) M UNESCO International Bioethics
Committee (MexayHapoaHbIi KOMUTET MO
6unoatuke IOHECKO). OpraHusaumio reHoma
yenoseka (HUGO) MOXHO onpenenntb, Kak
npodeccnoHanbHoe ob6beanHeHne cneuya-
NINCTOB B cdepe reHeTukn, OesiTeNbHOCTb
KOTOPOro HanpasfieHa, B MePBY 04epenp,
Ha KOOPAMHALUMIO FTEHOMHbIX MCCNEeL0BaHUN
CO CTOPOHbI HayyHoro coobuiecTtsa [2].
HUGO, He kacasdCb HanpsiMylo cTaTyca ca-
MOPErynvpyeMbIX OpraHnsauuin B codepe
reHeTnKn, ovepynBaeT chepy NPUMEHEHNS
perynupylowmx (GyHKUMA Takux opraHmuaa-
LUMiA B BOMpOCax opraHnsauum u nposene-
HUSI TEHOMHBIX UCCnenoBaHun. Ha ypoBHe
npogeccnoHasnbHbiX COOOLLECTB EHEeTU-
KOB, MMEIOLLMX CTaTyC camMoperynnmpyembix
opraHmsauuin, npeanaraeTcs 3akpenutb W
NPUMEHATb PEKOMEHZALMN, Kacalolmecs,
KaK MWHMMYM, Takmx BOMPOCOB OpraHum3a-
LN U NPOBEAEHUS FTeHeTUYEeCKNX nccneno-
BaHWUi, Kak: 6a3o0Bble NPOdeccMoHanbHO-
3TUYECKNE NPUHLNMbI AEATENBHOCTU, MON-
Tuka pa3paboTKM TOKasbHbIX NpaBwui B che-
pe MHpOPMUPOBAHUA O pesyfbTaTtax reHe-
TUYECKMX UCCNeaoBaHuin, NoONUTMKa paspa-
60TKWN NOKasbHbIX NpaBua B cpepe NCnosb-
30BaHNS Pe3dysibTaTOB FEHETUYECKMX TECTOB
ONs NPUMEHEHUss MEeTOMO0B KIMHUYECKOM
reHHon Tepanun [3].B pamkax MexnayHa-
poaHoro komuteta KOHECKO no 6uoatuke
NPenJyiIoxXeH HECKONIbKO WHOM MEXaHU3M
onpeneneHns 6a3oBbixX MPUHLIMMOB 1 cdepbl
NnpUMeEHeHNs MeTOA0B CaMOpPEryIMPOBaHNS
B cpepe reHeTnveckmnx nccnenoBaHmn. Tak,
B YAaCTHOCTM, HA OCHOBaHUK cT. 16 pa3pabo-
TaHHoM B pamkax KOHECKO Bceobuieln noe-
Knapaumm o0 reHoMe 4esioBeka 1 npasax 4ye-
noeeka [4]no3uumoHmpyeTca Heobxoam-
MOCTb CO3aHNS Ha HAUWOHANbHOM, PErno-
HaNIbHOM, MECTHOM WM Y4peXaeHYecKoM
YPOBHAX HE3aBUCUMbIX, MHOrOOUCLMMIN-
HapHbIX W [OENCTBYIOWMX Ha MpuHLUMNax
naopanm3ama KOMUTETOB MO 3Tuke [5, C.
619]. Ha komuTeTbI N0 3TMKE BO3NarakTcH
pasHonaHoBble 3a4a4u, B TOM YMUCTe — Npo-
BeJEeHMEe KOHCynbTauuMin ana paspaboTkm
CTaHOapPTOB, HOPMATUBHBLIX MOJIOXKEHUA W
PYKOBOAALLMX NPUHLNIMOB, KACaOLLMXCS UC-
MOJIb30BAHUSA FTEHETUYECKMX OAHHbIX Y4eno-
Beka B Hay4YHO-UCCNeAoBaTENbCKUX Wn
KITMHUYECKUX LIensax, a Takke paspeLueHus
CMOPHbIX BOMPOCOB, CBA3aHHbIX C OTCYT-
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CTBMEM Hag/exallero HopMaTMBHOro npa-
BOBOIO PErynMpoBaHns B chepe reHOMHbIX
nccnenoBaHuii BO BHYTPEHHEM MNpaBse.

Cdepa camoperynmpoBaHus reHeTuye-
CKuUX uccnepoBaHuini ¢ no3vuum MKO no
6rnoaTtuke KOHECKO, Taknum 06pasom, oxsa-
TbiBaeT COOOI OTHOLLUEHUS, CBS3aHHblE C
pa3paboTkon W peanuaaumen ITUYECKUX
CTaHOapPTOB [EATENIbHOCTU ChneumanmcToB
no reHeTuke, paspelleHnem npoddeccuo-
HaNbHO-3TUYECKNX Npobnem, padveir KOH-
cynbTauMin U pekomMeHaaumu no rnpuMeHe-
HUIO MeXAyHapOoAHbIX MPaBOBLIX HOPM B
cdepe reHOMHbIX UCCNeaoBaHNn U HaUMO-
HaNIbHOrO 3aKOHOAATENbCTBA, a TakXke y4ya-
cTMemM B paspaboTke npodecCcroHasbHbIX
CTaHOapTOB, YTBEPXAAEMbIX KOMMNETEHTHbI-
MW FOCYAapPCTBEHHLIMU OpraHamu.

Cpeon oTaenbHbIX OTpacnen reHeTuku
Hanbonee CNoXHbIMU C NO3ULUK onpeaene-
HWS PUCKOB W NPeaenoB COOTHOLLEHUS FOCY-
0ApPCTBEHHOrO HOPMATMBHOINO MPaBOBOrO
perynmpoBaHMa 1 CaMOpPEeryaMpoBaHus
OCTaloTCA UCMNOJSIb30BaHNE pe3ynbLTaToB re-
HOMHBbIX nccnegoBaHuin B cpepe Bcnomora-
TeNbHbIX PENPOAYKTUBHBLIX TEXHOMOIMA, a
Takxke onsa uenen KOMMIEKCHOro reHeTuye-
CKOro KOHCYNbTUPOBaHUS, MNPOBOAUMOIO C
LeNblo HEe3aBMCKMMOW OLEHKN pPe3ynbTaToB
TecTa, KOPPEKTUPOBKMN 0Opasa Xn3Hu, onpe-
JeneHvs ctpatermm n npopunakTukm reHe-
TUYECKMX 0BOYCNOBEHHbIX 3ab0NeBaHUI Na-
LIMEHTOM U YNieHaMu ero cembm [6, c. 5].

MexayHapoaHble 4OroBOpLI U cornaile-
HUS, OEeACTBYIOLLME B Chepe reHOMHbIX UC-
cnefoBaHuin, BO3NaraloT Ha cneumanmcToB
Mo reHEeTUKE N FeHOMUKE LeSbli KOMIMIEKC
3TMYECKNX 0083aTENLCTB, CBA3AHHbLIX C MH-
dOpPMUPOBAHMEM O COAEPXAHUN U MOCNEA-
CTBUSIX MUCClleq0BaHNS, BO3MOXHOCTbIO UC-
Nnosib30BaHWs ero pesynstaTtos, obsa3aTesb-
HbIM FEHETUYECKMM KOHCY/IbTUPOBAHUEM U
T.M., T.e. GOPMUPYIOT ONpPeaeNeHHbIi CTaH-
napT npodeccmoHanbHO-3TUYEeCKOro noBe-
OeHusa crneunannucTa, NnogaepXmBaemMblii Ha-
LIMOHaNbHbIMW NPO®ECCMOHaNbHbIMU CO00-
uiectsamm [7].

Peannsaumsa atnx ctaHoapToB camope-
rynmpyemMbiM o6beamHeHnsiMum npodeccumo-
Ha/oB B 3aBUCUMOCTU OT OCOOEHHOCTEN
pPasBUTUSA HALMOHANBHOW NMPaBOBOW CUCTE-
Mbl, CTEMNEeHW KOHcoAugaumm npogeccuo-
HanbHOro coobulecTBa 1 Apyrux GakTopos
MaeT no pasHomy nytu. Tak, Hanpumep, B
CLLA o6pa3sLomM camoperynmpyemoii opra-
HM3aUWM NPUMEHNTENBHO K cdepe BCMOMO-
ratesibHblX PEenpoayKTUBHbLIX TEXHOJIOrui
cuntaetca ASRM[8]- obuiecTBo, He Hage-
JIEHHOE NPaBOM OCYLLECTBAATL cepTudumka-
LUMIO cneuuannucToB M ycTaHaBnMBaTb AN
HMX COOCTBEHHbIE O0Opa3oBaTesibHble CTaH-
[apTbl, 0QHAaKO MMelollee npu 3TOM COoO-

CTBEHHbI 9P DEKTUBHBIN MEXAHN3M pa3pa-
OOTKM N BHEAPEHUS MNPaKTUYECKUX PEeKO-
MeHOauUMIN, KaCaloLMXCs YCNOBUIA NpoBeae-
HUA KOHKPETHbIX npoueayp, TpeboBaHun K
creyyianicTamM, U OxBaTbIBAKOLWIMX OCHOB-
Hble NPOONEMbI KIMHUYECKOW MPaKTUKMN,
BO3HMKAOLLMEe Npu NPUMEHEHNN BCMIOMOra-
TeNbHbIX PEnPOAYKTUBHbBIX TEXHONOMMA. Py-
koBoactea ASRM OCHOBbLIBAOTCA Ha pe-
3ynbraTtax 0606LeHNS OTYETOB O MpPakTUKe
1 BbipaBOTaHHbIX MO UX pe3yfibTaTam aTu4ye-
CKMX 3asBJIEHUI N MPUHUMAIOTCS B pamKax
ocoboi npouenypsbl [9, c. 1387]. B npeae-
flax eBpOnenckoro coobuiecTtBa BOMPOCHI
PErynnMpoBaHns FEHOMHbIX WCCeg0BaHUM
ONS Uenen, npecnenyemMbix pPernpoaykTmB-
HOI MeanUMHON, BbliaeneHa n3 obuiero 61o-
ka npobGfieM reHeTuKM WU FeHOMWUKU, MNpu
3TOM DYHKLNW CaMOPEryMpoBaHns B AaH-
HOM cdepe npenocTaBsieHbl CreyyanbHO
Cco3aaHHOMY npodeccrnoHanbHOMy 00beau-
HeHuto — EBponenckomMy o0LLECTBY penpo-
nyKuum yenoseka n ambpuonorun (ESHRE),
KOTOPOE UrpaeT aHasorMyHylo pofb B pas-
paboTke 1 BHeapeHun obuieobasaTenbHbIX
CTaHOAPTOB U pekoMeHaaumin B M36paHHOMN
chepe pearenbHocTn. ASRM v ESHRE nog-
rOTOB/MIEH Psid, COBMECTHbIX PEeKOMeEHOALNM
MO MPUMEHEHUIO BCMOMOraTeibHbIX PENPO-
OYKTUBHbIX TEXHOJIOMMIM, B KOTOPbIX PacCMO-
TPEHbI, B TOM 4YK1Cie, BONPOCHI NPOBEAEHNS
ovoncuu Ans reHOMHOro UccnenoBaHus,
onpeaeneHns KOHKPETHbIX METOLOB U KPU-
TepueB AN MakCUManbHOM TOYHOCTU Aua-
FHOCTVKW, PeLleHns BONPOCca O XPaHEHUN U
MCMNOSIb30BAHUN TEHETUYECKON WHPOopMa-
umm [10, c. 78].

OkasaHue ycnyr no reHeTM4eckoMy KOH-
CY/IbTUPOBaHWIO SBASIETCSH OAHMM U3 0653a-
TeJIbHbIX YCNOBUA NpoBeaeHns noboro nuc-
cnenoBaHus, Kak oTMe4daeTcs B CT. 12 EBpo-
NEeMCcKoM KOHBEHLMIM MO NpaBam YesoBeka 1
ovomeguumHe ot 4 anpena 1997 r [11].
Bceobluasn aeknapaums o reHomMe YenioBeka
1 MpaBax YenoBeka COOAEPXKNT aHANOMMYHbIE
HOPMbI, YKa3blBas, 4To ftobas reHeTnyeckas
JunarHocTtuka TpebyeT afeKkBaTHOM OLEHKMN
CBSI3@HHbIX C HEM OMACHOCTEN, a TakXe BO3-
MOXHOCTM HE3aBUCMMOr0 KOHCY/bTUPOBa-
HUS NO pe3ynbTaTtam UccnegoBaHus oo npu-
HATUSA PELLeHns O AaNbHENLLIEM XO4€ fieye-
HUS1 COIMMacHO HauMOHasIbHBIM U MeXayHa-
POAHBLIM HOpPMaM MM PYKOBOASALLMM MPUH-
umnam. B uenom MoxHo BblAENNTb ABa KIto-
YeBbIX N0AX04a K MOHMMAHUIO MecTa 1 poaun
npogeccnn reHeTUYeckoro KOHCYJbTaHTa.
CornacHo nepBoMmy, npodeccust reHeTnye-
CKOro KOHCY/bTaHTa He MMeeT COBCTBEHHO-
ro obpasoBaTenbHOro craHaapTa, He npu-
3HaHa rocyaapcTBOM, OQHAKO OpraHM30Ba-
HO M CyLlecTBYEeT NpPodECCMOHaNbLHOE CO-
0o0LLECTBO /1L, OKa3bIBAKOLLMX COOTBET-
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CTBYIOLLME YCyrK, C OnpeaeneHnem ooLmx
aTUYeCcKnx TpeboBaHUN N NoKaNbHbIX CTaH-
napToB NpodeccnoHanbHoOM OeaTeNbHOCTH.
Tak, Hanpumep, KaHaackas accounaums re-
HeTmyeckoro KoHcynbtupoBaHus (CAGC)
00beaVHSET NKL, 0Ka3blBalOLLMX KOHCYbTa-
LIMOHHbIE YCNYrX B KIIMHWYECKOE FreHeTuKe 1
reHoMuke, a Takxke HeKJIMHMYECKUX nccne-
[OBaHUSAX M NPOMbILLNEHHOCTN. TpeboBaHus
K npodeccrmoHanbHbIM KOMMNETEeHUMAM Ta-
KUX JIUL, yCTaHaBINBAKOTCS HEMOCPEACTBEH-
Ho CAGC[12, c. 399]. CornacHO BTOpOMY
noaxony, AESATENbHOCTb MO FreHEeTUYECKOMY
KOHCYNLTMPOBAHUIO pernaMmeHTUpPyeTcs ro-
CyAapcTBOM TMOCPEACTBOM YCTaHOB/IEHUS
npodeccmnoHanbHbIX CTaHgapToB, 0653a-
TeNbHbIX K COB0AEHWIO, NPY 3TOM npodec-
CUOHasIbHBIM CO06LLECTBAM pa3peLlaeTcs
yyacTBOBaTb B pa3paboTke Takux cTaHaap-
TOB, ONPEAENSTb YCII0BUS U MOPAO0K CEPTU-
dukaumm cneumanmcTa, a Takke aTmyeckne
TpeboBaHUA K ero aesatenbHocTU. Ha ypos-
HEe pervoHasibHbIX MEXrocyaapCTBEHHbIX
00beanHEHN CyLLLECTBYET NpaKkTmka co3aa-
HUS  MEXroCyaapCTBEHHbIX npodeccmno-
HaNbHbIX 0O0bEeAMHEHNI FEHETUYECKUX KOH-
CYNLTAHTOB M CTaHAApPTU3aLMmn Nnpodeccro-
HaNbHOM OeATeNbHOCTU — Tak, B pamMKax eB-
ponenckoro coobLecTBa CyLLEeCTBYET NPoO-
deccroHanbHoe 00beAuHEeHMEe reHeTu4ye-
CKMX KOHcynbTaHToB (EBponeiickoe coob-
LEeCTBO BCMNOMOraTelbHOro MeOULMHCKOro
nepcoHana n KOHCYNbLTaHTOB B cepe reHe-
Tnkn — European Network of Genetic Nurses
and Counsellors), ytBepauBLiee cobCTBEH-
Hble aTn4eckme TpeboBaHusa N TpeboBaHMS K
KayecTBy OkasblBaeMbix ycnyr [13].

B coBOKynHOCTM aHann3 6a30BbIX PYKO-
BOOSALWMX MPUHLMMNOB, pa3pabaTbiBaeMbIX
npodecCcrnoHasnbHbIMMN 06begHEHUSAMM
CNeumanncToB MO FeHeTUKe Ha MexayHa-
POAHOM YpOBHE MO3BONSET caenaTb psaf,
3HAYMMBbIX BbIBOAOB, OMNpeaensiowme KOH-
LenTyasnbHble OCHOBLI MPOLLEcca caMopery-
JINPOBaAHNS FTEHOMHBbIX MCCnefoBaHui. Tak,
HeobxoaMMOo MMETb B BUAY, YTO caMopery-
nmpylowme OYHKUMKM Takux OpraHn3aumn
BKJIIOYAIOT B CEOS TPU COCTABASAOLLNX: MEX-
OYHapOOHYIO, MEXANCUNMAVHAPHYIO U BHY-
TpuBnaosyo. CamoperynmpoBaHue Ha Mex-
[yHapo4HOM YpOBHE npeanonaraeT paspa-
OOTKY 1 NMPUMEHEHME MEXAYHAPOLHbLIX NPO-
deccrmoHanbHO-aTMYeCKUX TpeboBaHun 1©
pekoMeHaauuii B pamkax Hay4yHo-uccneno-
BaTE/IbCKNX MPOEKTOB U KIINHUYECKUX WUC-
CcnefoBaHui, NOJAEPXMBAEMbIX — HaUMO-
HaNbHbIMU NPOdECCMOHaNbHbIMKU CO0bLLE-
CTBaMM reHeTUKOB MO0 3TUYECKUMU KOMU-
TeTaMu B UX CTPyKType. MexancuunnmHap-
HOe camMOperynnmpoBaHue BKJIOYAET B cebs
paspelleHne Ha HaLMOHalIbHOM YPOBHE B
pamMKkax npo@eccmoHanbLHOro coobLlecTsa

reHeTUKOB  MPOdECCUNOHANBHO-3TUYECKNX
BOMPOCOB, BO3HMKAIOLWLMX NPU MPUMEHEHUN
pe3ynbTaTtoB FEHOMHbIX UCCNenoBaHUl B
Opyrnx oTpacnax MeguuyviHbl U HE yperynu-
POBAHHbIX Ha YPOBHE BHYTPEHHErO Mnpasa.
HakoHeL,, BHYTPMBMOOBOE CaMOpPErynmpo-
BaHWe npeanonaraeT pas3paboTky 1 npume-
HeHne NpodeccroHanbHbIMM co0bLLEeCTBaA-
MW TEHETMKOB Ha HauWOHAJIbHOM YPOBHE
pykoBoAALIMX TpeboBaHWNN UM CTAaHAAPTOB,
PErynMpyloLLMX OTAENbHbIE BOMPOCHI, BO3-
HMKaloLLMe NPy OpraHn3aLmnv n npoBeaeHnmn
rEHOMHbIX UCCNEeAOBaHNA N HE CNOCOBHbIE
OblTb pPa3peLleHHbIMA C MOMOLLbI HaLMO-
HasbHOro npaea. [MPUMEHUTENBHO K MO-
cnefHeMy acrnekTy cregyeT obpaliaTb BHU-
MaHue Ha TO, YTO CTaHAAPThIPErYIMPOBAHNS
reHOMHbIX UCCNEeA0BAHUI HE ABNAIOTCS ean-
HbIMM, @ KaK Obl pacnpeaeneHsl No 61okam
BOMPOCOB, BO3HMKAIOLLMX MPY OpraHm3aumnm
M NPOBEAEHNN TEHOMHbIX UCCNEA0BaAHNN n
BbI3bIBAOLLMX NPU 3TOM Hambosiee ocTpble
Amnckyccum B npodeccroHanbHOM coobLLe-
CTBE TE€HETMKOB OTHOCUTENIbHO MNPUMEHU-
MbIX C 9TUKO-NMPOMECCUOHANBHON TOYKMN
3pEeHNs anropuTMOB NOBEAEHUS creumann-
cTa. Peyb npet o Takmx 610kax, kKak Hanpu-
Mep: MHPOpMaLMoHHOe obecneyeHne re-
HOMHbIX NCCNEAOBaHUN, FEHETUYECKOE KOH-
Cy/IbTUPOBaAHME, MNPUMEHEHNE TEHEeTUYe-
CKUX uccnepoBaHvin B cdepe Bcnomora-
TENbHbIX  PEnpPOAYKTMBHbIX  TEXHONOrMI
(NpeanMnaaHTaunoHHas reHetTnyeckas ouv-
arHoctuka). o aTon npuynHe npogeccmo-
HanbHO-3TU4Yeckmne TpeboBaHUsA MOryT pas-
pabaTbiBaTbCA HE TOJIbKO NpodeccnoHasb-
HbIMW COOOLLECTBAMM FEHETMKOB, HO N OT-
pacnesbiMy 06bEAMHEHUSMU B MeAMLNHE B
uenom (Hanpumep, npodecCnoHanbHbIMMU
0ObeaMHEHUSIMM CMeuuanncToB B cdepe
OHKOJIOMMK, BKJIKOHAIOLWMMU, B TOM YMCHE, U
MEANLIMHCKNX  KJIMHUYECKUX  TEeHETUKOB,
DENCTBYIOLWLMX B JaHHOW cdepe).

AHann3 mexayHapoaHbIX CTaH4apTOB B
4acTun, KacatloLencs OTAeNbHbIX acnekToB
opraHvsaummn 1 NPoBeAEHUS TEHOMHbIX UC-
CrnefoBaHuii, NO3BONSIET BbIAEANTL MPUOPU-
TeTHble 0611aCTU MNPUNOXEHUS BO3MOXHO-
cTer NpodeccnoHanbHOro caMmoperynmnpo-
BaHUs. Tak, camMoperyimpoBaHMe BONPOCOB
[ocTtyna K nHdopmMaumm 0 reHOMHBbIX UCCrie-
[OBaHUAX CO CTOPOHbI MPOGECCNOHANBHbIX
0OLLECTB FrEHETMKOB HA OCHOBE CYLLLECTBYIO-
LMX MEXAYyHapOOHbIX CTaHOAPTOB ABNAETCA
3ddEKTUBHLIM  CNOCOOOM  NPEeoAoNeHuns
MEXOTPACNEBbLIX KOJUIM3UA HOPMaTUBHOMN
pernameHTaumm nNpodeccuoHanbHOn aes-
TeNbHOCTU. AKTyasibHbIM $IBASETCS Takomn
noaxopf K paspaboTtke NpodecCcrMoHanbHOro
pPyKOBOACTBa, MNpU KOTOPOM NauveHTam
npepjiaraeTcsd CTaHOapTHbIN Habop npeno-
cTaBngemMon nHpopmMauum rno yMosiyHaHuio,
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KOTOpasi A0JKHA BKJOYATb KOHKPETHLIE ne-
peYHU reHeTnYeckm 0OyCOBIIEHHbIX OTKJIO-
HEHUA W XapakKTepucCTUK, YTBEPXOEHHble
npodeccmoHasnbHbIM COOOLLIECTBOM U ABNIS-
loLMecs NPUIoXKeHEM K goroeopy. Jpyras
BaxHas cdepa, B KOTOPOK BO3MOXHOCTU
camMoperynmpoBaHnUs FeHOMHbIX Wccneno-
BaHWN MMeT NpPUoOpPUTET Had, TPaOULIMOH-
HbIMM NPENMYLLLECTBAMM FOCYJaPCTBEHHOIO
perynMpoBaHusi, CBf3aHa C Oka3aHWeM yc-
JIYr MO reHeTU4EeCKOMY KOHCYIbTUPOBAHNIO,
NMOCKOJIbKY NPaBOBOW CTaTyC TakOBbIX Npen-
nonaraetT WX HeE3aBUCUMMOCTb OT rocygap-
CTBEHHbIX OPraHoB M KOMMep4Yeckux opra-
HMU3auUWiA, HEenocpeacTBEHHO MNPOBOAALLMX
reHOMHble (nabopaTopHbIe) UCCNeaOBaHUS.

Cpeau oTaenbHbIX rocyaapcTB 0COOEHHO
WHTEPECHbIN NPUMep coYeTaHus rocyaap-
CTBEHHOro BMeLlaTenbcTBa B cdepy opra-
HMU3aUUM 1 NPOoBeAeHNs TEHOMHbIX MUccne-
[OBaHUI 1 CaMOPEryIMPOBaHNS Ha YPOBHE
npodeccroHanbHbIXx COOBLLECTB creumanm-
CTOB MO reHeTuKe npeacrasnseT cobom lep-
MaHus. Hanbonblunii o6bemM 3akoHOOaTE b
HbIX OrPaHNYEHN B CTPaHe YCTaHOBMEH O/15
NpoBeOeHNss TeHeTUYECKUX WCCNeaoBaHuin
yesiloBeYeckoro 3amOpuoHa, ocyllecTBnse-
MbIX B pamMKax npMMeHeHus1 Bcriomoratesib-
HbIX PEMPOAYKTUBHBLIX TEXHONOIMMN. 3aKOH O
3awmTe aMOPUOHOB 3arnpeLwaeT reHeTuye-
CKuin 0TOOP dMOPUOHOB, Noasiexallumx UM-
nnaHTauum, No NPU3HaKky nona, 3a UCKJye-
HWEeM clly4yaeB, Korga Takon oTbop OCyLLecT-
BNSieTCS OJ151 BbISIBJIEHUS] MbILLEYHOMN AUC-
Tpodun [oweHHa nnu aHanorm4yHoro ce-
pPbE3HOro reHeTndyeckoro 3abosieBaHus,
cBA3aHHOro ¢ nosiom [14]. MNepeyeHb 3a60-
fieBaHnin, Ons BbISIBIEHUS U NPOdUNaKTUKN
KOTOPbIX MOXET NPOBOAUTLCS NPeauMIIaH-
TaunoHHas, a Takxke nobas apyras reHeTu-
yeckas AMarHoCcTuKa, O0JDKEH YyTBepXAaTb-
CSl KOMMETEHTHbIM rocy4apCcTBEHHbIM Opra-
HOM rnocrie 06CyXaeHns ¢ NPOPECCUOHANb-
HbIM COOOLLIECTBOM CMELNANINCTOB MO reHe-
TUKe.

Ona HopmaTMBHOI pernameHTaumn re-
HEeTUYEeCKNX UCCNea0BaHNN B LENOM MPUHAT
3aKkOH O TreHeTU4eCKOM TeCTUpPOBaHUN
(2009), koTopble onpenensieT, korga N Kak
MOXeT OblTb MPOBEAEHO FreHeTUYeckoe Te-
CTUpOBaHMe, Kak AoJfikHa obpabaTbiBaTbCA
nobasa cobpaHHas reHeTnyeckas nHbopma-
ums mn buomatepuan [15]. 3anpeuwaetcsa
OVNCKPUMMHALMS HA OCHOBE FeHEeTUYeCKUX
XapakTepucTuK BO Bcex chepax xunsHenes-
TENbHOCTU JIMYHOCTWU (BKMKOHYas TPYAOY-
CTPOWCTBO, y4acTMe B CTPaxOBbIX MPaBOOT-
HOLLEHMAX M Op.), @ PaBHO ANCKPUMMHALMSA
Ha OCHOBaAHWK OTKa3a OT y4acTusi B reHeTu-
yeckoMm nccnenosaHuun. lreHeTuyeckmne gaH-
Hble He MOTyT 3anpalumBaTbcs U 06pabdatbl-
BaTbCS B CUCTEME MEAMLIMHCKOro CTpaxoBa-

HWS, 0QHAaKO JOMYCTMM OOMEH COOTBETCTBY-
Iowen nHdopmMaumen npu okasaHum ycnyr
no MeguuMHCKOWM, couuanbHoM 1 npodec-
CUOHanbHOW peabunutaumm nNuL, ¢ OrpaHun-
YEHHbIMX BO3MOXHOCTAMU (MHBanNMOOB).
3aKkoH ycTaHaBnvBaeT o0LLee npasuio, Co-
rnacHO KOTOPOMY NPEAO0CTaBAEHME YCAYT MO
reHeTUYEeCKOMY KOHCYNbTUPOBAHUIO SBNIS-
eTcsl 0693aTeNlbHbIM YCIOBUEM MPOBEOEHNS
BCEX BUAOB reHEeTUYECKNX NCCNEAO0BaHUN, a
Takxke ykasblBaeT, Kak [A0JKHbl 0b6pabaThbl-
BaTbCS pe3yfbTaThl TECTOB U KakMMu Tpebo-
BaHNAMM 06ECcnevymBaeTcs UX KayecTBO U
[OCTOBEPHOCTb.

lfocypapCcTBEHHOE BMELLATENLCTBO B
chepy reHeTUYECKUX NCCnenoBaHnii CBA3a-
HO C BHeapeHneM 6a30BbIx rapaHTUin 3aLUm-
Tbl  KOHOUAEHUNANBHOCTU FEHETUYECKON
vHdopMaumn n onpeneneHnemM OCHOBOMO-
naraoLyx NpUHUMNOB OpraHmn3aumn 1 rnpo-
BeOEHNs TeHOMHbIX nccnegoBaHuin. OgHa-
KO, NPV BCEN CTPOroCTM rocygapCTBEHHOIO
HOPMAaTUBHOIO PErynmpoBaHus, npodeccu-
OHasNlbHOE COO6LECTBO CNeuuanncToB Mo
reHeTrKe TakKe 0Ka3blBaET CYLLLECTBEHHOIO
BANSIHWE HA Pa3BUTME OTPACN N PErNIaMEH-
Tauu NpodeccmMoHanbHON OeATENbHOCTN.
Ocob6eHHOCTM coYeTaHUs! rocyaapcTBEHHO-
ro BMeLwaTenbCTBa U CaMOPEryIMpoBaHnNs
OTYET/IMBO BUOHbI HA NpuUMepe TpeboBaHUs
K packpbITUiO MHOPMaLMK O FTEHOMHbIX UC-
cnepoBaHugx. Tak, GfH nosmnumoHmpyercs,
4YTO KOHOUAEHUNANBHOCTb AaHHbLIX O reHe-
TUYECKOM AmarHose n JoOpoBOSIbHOCTb UC-
NoJIb30BaHUS TeHEeTU4EeCKOr WMHGOpMaLnm
nomkHa ObITb obecnevyeHa HeOOXOANMbIMU
3aKkoHoAaTesNbHbIMK rapaHTuamm [16]. Kak
YaCTHbIM, TaK M FOCYAAPCTBEHHbIM YYpex-
NEeHUSM [0/MKHO ObiTh 3anpelleHo Tpebo-
BaTb MNPOBEAEHUS U NpeaoCTaBleHns pe-
3y/bTaToOB MPOrHOCTUYECKOrO FEHETUYECKO-
ro TECTUPOBAHNS UM OOCTyNa K yXe cyLie-
CTBYIOLLMM FeHEeTUYECKUM AaHHbIM B Kaye-
CTBe YCNoBUS AN NpeaoCcTaB/ieHns peanm-
3auumr onpeneneHHblx Npae 1 ceobop B Tpy-
[OBbIX, CTPAXOBbIX M MHbIX MPABOOTHOLLUEHN -
ax. B 1o xe Bpems, npodeccmoHanibHOE Co-
obulecTtBo GepeT Ha cebs pelleHne npo-
deccroHanbHO-3TU4eCKNUX npobnem, cBs-
3a@HHbIX C UCMNOSIb30BAHNEM TFEHETNYECKOWN
mHdopMaumn 0 CONyTCTBYIOLWMX Pe3dynbTa-
Tax nccnegoBaHusi, a Takxke BO3MOXHOCTU
npenocTaBAeHUs pe3ynbTaTtoB MUCCneaoBa-
HWIA POOCTBEHHMKAM B Clly4ae pucka pa3Bu-
TUS Y HUX HaCNeaCTBEHHbIX, FreHEeTUYecku
0o0ycnoBneHHbIx 3abonesaHuin. OTMevaeT-
CSl, 4TO NpeaocTaBieHNE HEOrPAHUYEHHOIO
[OCTyna K reHeTUYEeCKUM AaHHbIM BO3MOX-
HO TOJIbKO C MMCbMEHHOr 0 cornacus cyobek-
Ta NepcoHasibHbIX AAHHbLIX MOC/IE MOSHOro
packpbITUa MHbOpPMaLMM U 0CBOBOXAEHNS
OT 0093aTenbLCTB N0 06eCcneyveHnto CekpeT-
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rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,
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HOCTW. McknoyeHns U3 aToro npaswuna Ka-
calTcsa cuTyauumia, Kkorga creuvanmctbl no
reHeTvke @OPMYINPYIOT COMYTCTBYIOLIME
BbIBOZbl O PUCKaXx 151 3A,0POBbs APYrUX Yne-
HOB CeMbM 1 UX NoToMKOB [17, ¢. 29].

Ewie 6bonee cTporuini nogxon, npegycma-
TpuBawLLMA OBLLIMPHOE TocydapCTBEHHOE
NPaBOBOE PEryMpoOBaHME OTHOLUEHUN B
cdhepe reHOMHbIX NCCneoBaHuin NnpeacTas-
nset cobon dnoHna [18]. 3aecb reHOMHbIe
nccnenoBaHMa OOMKHbI OTBeYaTb paay 6a-
30BbIX KPUTEPUEB, B MEPBYIO O4EPeb, A0JIXK-
Hbl ObITb HanpaBfieHbl HA BbIIBNEHME Hanu-
4Yns UM NPeapPacnosioXXeHHOCTU K pa3BUTUIO
TSXENIOro reHeTn4yeckn obycnoBREHHOro 3a-
6oneBaHunsl, NPMBOASALLEIO K 3HAYUTENbHbLIM
OrpaHuyeHnsM XnaHegesTenbHocTn. Ha-
3Ha4YeHne TreHOMHbIX WCC/ied0oBaHU Npu-
3HaeTcs 060CHOBAHHbLIM TOJIbKO B TOM CIy-
Yyae, ec/iM NpenmyLLecTBa TakOBbIX B KOH-
KPETHOM CUTyaLMKn NPEBLILLAIOT MJIOCHI MHbIX
BUOOB AMArHOCTUKM, N NONb3a UccnenoBa-
HUS B LEJIOM 3HA4YMTENIbHO BbIlLIE €ro BO3-
MOXHbIX HebnaronpusaTHbIX MNOCNencTBUi
DN opraHvM3aMa 4efioBeka unauv niaoga m no-
604HbIX 3ddeKToB. ViccnegoBaHus OOKHbI
OblTb 6€30MaCHbIMU A9 XU3HN N 300PO0BbS
TECTUPYEMOrO, NPOBOAUTLCS HA OCHOBAHUM
«[0CTATO4HOr0 YPOBHS Pa3BUTUS Hayku W
TexHonorum». Kak n B fepmanmn, B AnoHmnn
NPsIMO 3anpeLlaeTca OCYLLECTBIEHNE TEHe-
TUYECKNX TECTOB N UCCNEAOBaHNM reHoMa C
Lesbio UBMEHEHUSI TEHETUYECKOro koga ye-
nioBe4veckoro ambpuoHa, 6moncum nu Moam-
dukaumm 3apoabllLeBbIX KNETOK Ha cTaauu,
npu KOTOPOI OHW MOTyT pasBMBaTbCS B Ca-
MOCTOSATENbHbIA 4YENOBEYEeCKNI 3apoabiLl.
BmecTe ¢ Tem, AnoHckoe 06LEeCTBO reHeTu-
ku yenoseka (JSHG), cospaHHoe B 1955 roay
n 06beauHsAoLLEE CNeunanncToB B 061acTm
rEHOMHBbIX UCCNEeO0BAHNIN N TEHETUKN Ha 00~
OPOBOJILHOM OCHOBE, HAZle/IeHO PSAOM Bax-
HbIX YHKUMA, MPUCYLLMX Camoperynupye-
MbIM opraHusaumsam. Tak, JSHG paspaboTa-
Hbl NpodeccnoHanbHbIE PyKOBOACTBA MO re-
HETMYEeCKOMY TEeCTUPOBAHUIO N TeHeTunye-
CKOMY KOHCYJIbTUPOBaHUIO, 00s3aTesibHble
ONs NpUMeHeHnsa Bcemun ee dneHamun. JSHG
opraHu3oBaHa cuctema ceptudukaumm cne-
LManncToB NO KIIMHMYECKOW reHeTunke Yepes
yypexaeHHbI JaHHOM opraHn3aumen AnoH-
CKMI COBET NO MeAVUMHCKON reHeTuke[19].
CopepxaHne npogeccuoHanbHbIX PYyKO-
BOACTB OxBaTbiBaeT 0a30Bble 3TUYECKUe
NPUHLUMNbI FTEHOMHbIX UccnenoBaHuii [20].

B kayecTBe nonsipHOro npumepa covyeta-
HWS FOCYOAPCTBEHHOIO PEryIMpoBaHUSA U
camoperynmpoBaHmsa B cdepe TFeHOMHbIX
VNCCNeaoBaHNa HeNb3s HE OTMEeTUTb Benn-
KoGpuTaHuio, roe npodeccnoHanbHoe Co-
00LLECTBO M3HAYaANIbHO MNO3MLMOHMPOBA-
NIoCb Kak cyrybo 6narotBoputenbHasa opra-

HM3auus, NpuU3BaHHas okasblBaTb NOOAEPXK-
Ky cneumanmctam no reHeTnke U OpraHm3o-
BblBaTb MPOBEAEHME 3HAYMMbIX Hay4YHbIX
nccnepoBaHu B cepe reHeTukn U reHo-
Mnkun [21, c. 34]. 3akoHopaTenbcTtBo Coe-
AvHeHHoro KoponeBcTBa, kacatoleecs re-
HeTukun [22], ycTaHaBnMBaeT obLiue 3anpe-
Thbl MO KJIOHMPOBAHWIO YENTOBEKA M NMPOAYLIN-
POBaHWUIO TMBPUOHBLIX OPraHN3MOB, BblTEKA-
lowme n3 TpeboBaHnin 6a30BbIX MeEXAyHa-
POAHbLIX AOrOBOPOB M COrnalleHuin, B TOM
yucrne cnegyowme: 1) 3anpewaertcs Nnpoay-
LMpOBaTb M UMMIAHTMPOBAaTb B MOJIOCTb
MaTku rmdpuaHbiii 3MOPUOH, 3MOPUOH, He
ABNAIOWMACA 9MOPUOHOM YenoBeka, Wn
rameTbl, HEe ABNSIOLIMECS YEJIOBEYECKUMU;
2) He pa3pellaeTcs XpaHeHNE 1 UCMOJb30-
BaHMe 9MOpUOHa A1 SKCMEePUMEHTaNIbHbIX
uenen no ucredeHmm 14 gHem ¢ MOMeEHTa
co3naHus; 3) 6e3 paspellieHnst KOMMNeTeHT-
HOro opraHa He gonyckawTcs Kakume-nmbo
FEHETUYECKME W3MEHEHUS SLEKNETOK U
crnepmMaTo30u1a0B, 3anpeLlaeTcs NCNob30-
BaTb MCKYCCTBEHHO W3MEHEHHble KJeTKM
Ol OKa3aHus ycnyr no ornjio40TBOPEHNIO.
BpuTaHckoe 00LLEeCTBO reHeTUYECKON Me-
anuyHel (BSGM), ocHoBaHHoe B 1996 roay,
Kak y>e oTMevasiocb, MMEEeT NpaBOBOI CTa-
Tyc 61aroTBOPUTENILHOWM OpraHusaummn, 0ob-
eanHsilowern Ha [o0OpPOBOJIbHBLIX Havanax
CcrneunanncToB, 3aHMMaIOLLMXCA FeHEeTUKOM
1N rEHOMMUKOW B Ka4eCTBe KIIMHULMCTOB Un
Hay4HbIX paboTHMkoB [23]. OCHOBHOE CO-
nepxaHune peatenbHoctn BSGM cessaHo ¢
opraHmsaumein Hay4Ho-npencTaBUTENIbCKNX
MepPOonpUATUA, GUHAHCMPOBAHNEM HAY4YHO-
nccnenoBaTeNibCKUX NPOEKTOB, MPOBEAEHN -
€M KOHCynbTauui 1 06LLeCTBEHHON aKcnep-
TU3bl 3aKOHOMPOEKTOB, KacalLMXcs npe-
[OCTaBNIEHUS TEHETUYECKUX U TeHOMHBbIX
YCIYT, OLLEHKN 3TUYECKNX, MPaBOBbIX M COLN -
abHbIX MOCNEACTBUIA OOCTUXEHWA B 0bna-
CTU FreHeTuKn N reHomukn. BmecTte ¢ Tem,
006LLEeCTBO MMeET TakXe BO3MOXHOCTb BJIN-
ATb Ha coAepXaHue obs3aTesnbHbIX TPebo-
BaHWN K OpraHMsauum v NpOBEAEHUIO re-
HOMHBbIX UCCNeaoBaHNn, NoCcPeacTBOM pas-
paboTKM NPOEKTOB HOPMATUBHbIX MPABOBbIX
aKkTOB W CcoAepXaHus o06pa3oBaTesbHbIX
KYpCOB C nocfieaylowmmM npegoCcTaBeHNeEM
Matepuanos B MMHUCTEPCTBO 34 paBooxpa-
HeHnsa [24, c. 90]. CoBCTBEHHbIE OTYETHI O
npakTuke v 3assneHns BSGM cogepxart pe-
KOMeHAaTeNbHble Pa3bsiCHEHUS O NOPSAKe
NPUMEHEHUS OAaHHbIX 3aKOHOMOMOXEHN, a
Takxke KJIMHUYeckne pekoMeHaaumm no nH-
TepnpeTaumm pesyfnbTaToB  KOHKPETHOM
pPasHOBMOHOCTW AarHocTukm [25, c. 344].
Mo ntoram NnpoBeaeHHOr 0 UCCNeaoBaHus
MOXHO cAenaTtb BblBOA, O TOM, YTO MOAESb
ONTUMaNbHOrO  COOTHOLWIEHUsI  rocynap-
CTBEHHOrO PEeryampoBaHus U camoperynm-
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pOBaHUs MPaBOOTHOLLEHUI B CPEPE reHeTn-
YeCKUX NccnenoBaHuii MOXeT BblTb MOCTPO-
eHa Ha cnegyowmx 6a30BbiX MPUHLUMNAX:
BO-MePBbIX, MHPOPMUPOBAHHOIO Ccornacua
Ha NPOBEAEHNS FTEHETUYECKOrO nccnenoBa-
HUS 1 3aWMThl KOHOUOEHUMANBHOCTN CBEOE-
HWI, NOJIYYEHHbIX MO ero peayfnbratam; BO-
BTOPbIX, y4aCTUsS caMOperyanpyemMbix oobe-
OVHEHNI MeOMUMHCKNX FTEHETUKOB B paspa-
60TKe HaLMOHasbHbIX CTaHAAPTOB KayecTBa
MeOMUVHCKNX YCNYr B Chepe reHeTnYecKmx
nccnenoBaHuii, a Takke TpeboBaHUi K Me-
OVUVHCKMM OpraHm3aumsam n MeOULMHCKUM
paboTHMKaM, WX OKa3blBaKOLMM (BKJOYas
TpeboBaHnsa NPOPECCUOHANIbHON JTUKU -
3TUYEeCKMe KOLEKChI); B-TPeTbux, nerannsa-
LMW1 MPaBOBOIro cTaTyca nmua, okasbiBatoLle-
ro KOHCY/bTaUMOHHbIE YCITYrn B Chepe reHe-
TUYECKNX WUCCNEedOoBaHUM U B COMYTCTBYIO-
WX coepax, CBA3aHHbIE C OnpeneneHnemM
cTpaTermm nedeHns reHeTu4eckn obycnos-
JIEHHbIX 3a601eBaHMIN N NPUMEHEHNEM BCMO-
MOraTefibHbIX PenpoayKTUBHBIX TEXHONOMMMN
(reHeTn4YeCcKMx KOHCYNbLTAHTOB).

Vcxoas n3 aTux NpUHLMNOB CaMOperym-
pylowme dyHKUuMn NpodeccroHanbHbIX CO-
0OOLLLECTB TEHETMKOB [OO/MKHbI HAWTW CBOIO
NPakTU4eCKylo peanusaumio NpUMeHUTENb-
HO K TakuMm 6110kamM BOMPOCOB, Kak: onpeae-
JNleHue cogepXxaHus MHOGOPMNPOBAHHOIO CO-
rnacms Ha npoBeAeHWe WCCNnefoBaHus C
y4€TOM BO3MOXHOCTU WCMNOJIb30BaHUSA CO-
NYTCTBYIOLLMX Pe3ynbTaTtoB TecTa, a Takke
MHOOPMMPOBAHUS POACTBEHHMKOB MaLMEH-

Ta 0 ero reHeTM4eckomMm crtaTtyce; ycTaHoB/e-
HMEe NPOGECCUOHANBHO-3TUYECKMX Tpebo-
BaHWI K NMPOLLECCY reHEeTUYEeCKOro KOHCY/b-
TUPOBaHMA 00 M Noc/ie NPOBeAEHNs nccne-
[OBaHUS, a TakXe 3TUYECKUX MPUHLNMNOB U
npouenyp npeononeHnss KoHbInkTa MHTe-
PECOB BO B3aMMOOTHOLLIEHUSAX C KIIMEHTaMMU,
X POACTBEHHUKAMW U MHbIMU (TPETbUMM)
nMuamMmn; yyactme WaM  HenocpencTBEHHO
pa3paboTka obpa3oBaTefibHbIX CTaHOAPTOB,
nopsiaka ceptudukaumm, obyyeHus n nepe-
NOArOTOBKN CMNEUVanncToB MO FeHeTuke un
reHoMuKe C y4eToM KBanMdULMPOBaHHOIO
MHeHMs npodeccroHanbHOro cooblecTaa.
B 10O Xe Bpemsi, rocygapcTBeHHOe BMella-
TEeNbCTBO XN3HEHHO HE0OX0aMMO B 06nacTu:
CO30aHNs MPaBOBbIX UM OPraHN3aLMOHHbIX
rapaHTuin 3alnTbl KOHPUOEHLUMANBHOCTHU
MHdopMaUum 0 peaynbratax reHOMHbIX MC-
cnenoBaHUi B LIENSX NpeaoTBpaLLeHns amc-
KPUMMHALMN MO FEHEeTUYEeCcKoMy CTaTycy;
onpeneneHns 6a3oBbiX MPUHLINMOB OpPraHu-
3aumn uccneaooBaHUii B HacTu, KacaroLlencs
OCHOBaHWI UX NPOBEAEHMUS, NopsaKa Ha3Ha-
yeHus, TpeboBaHWM K KayecTBy 1 6e3onac-
HOCTU, a TakKXe BK/IIOYEHUs B Mporpammebl
00653aTeNbHOro MeauLUMHCKOro CTpaxoBa-
HUS; YCTAHOBJIEHUS TMPEOENOB W ClyyaeB
npoBeaeHns NpeanMniaHTauuoHHOM 1 npe-
HaTa/lbHOM TEHEeTUYEeCKOW [ONAarHoCTUKU C
y4eToM HeobXoOuMOCTM NpeaoTBpalleHus
co3aaHnsa 61aronpuaTHLIX YCNOBUN Ans eB-
reHnyeckoro otbopa, KJIOHUPOBAHUS Yeno-
BEeKa UM co3aaHuns rmépuaHbIX OpraHnN3MoB.
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