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VALUES OF SELF-REGULATIONFROM THE
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CoaepxaHne KOMIJIEKCHOE CPaBHUTEIbHO-NPaBOBOE MCC/iea0BaHne, Ha-
npaB/IEHHOE Ha OLIEHKY CUCTEMbI HOPMATUBHOM PeriiaMeHTaumm rnpogdeccmo-
HasIbHOVI AESTE/IbHOCTU CreumnaaycToB MO reHETUKE Y reHOMUKE C Yy4EeTOM
HOpM ripaBa v TpeboBaHWiA, NPOAYLNPYEMbIX HA YPOBHE MPOpHEeCcCCUOHalIbHbIX
coobuecTB. ABTOP NMPUXOANT K BbIBOAY O TOM, YTO CaMOPErynpyrLme QyHkK-
Ui NpogeccuoHasbHbIX CO0OLLECTB A0IKHbI HAXOANTb CBOK MPaKTUHECKYHO
peanusaunio NPUMEeHNTEIbHO K TakuMm 610kaM BOIMPOCOB, Kak: orpeneneHue
coaepxxaHns MHGHOPMUPOBAHHOIrO COrnacusi Ha rNPOoBEAEHNE VUCCAEeA0BaHMS,
yCTaHOBJIEHME MPOGHECCUOHAIbHO-3TUYECKUX TPEeboBaHWV K rpoLeccy reHe-
TUHYECKOro KOHCYJ/IbTUPOBaHWs, pa3paboTka obpa3oBatesibHbiX CTaHAapToB,
nopsiaka ceptugukaLmm, o0y4eHVs 1 nepernoaroToBKU CreLmaancToB o re-
HEeTuKe  reHoMuKe. B To Xe BpeMsi, rocyaapCTBeHHOEe BMeLLaTeIbCTBO HEOD-
xoammo B 06/1aCT cO34aHMS MPaBOBbIX Y OPraHN3aLNOHHbIX rapaHTyi 3aLum-
Tbl KOHPUAEHUNAIBLHOCTU MHGOPMaLnn O Pe3ysibTatax UCCAeA0BaHWI, ornpe-
ZeneHusi 6a30BbiX MPUHLNIOB MX OpraHn3aLmmy B 4acTu, KacarLLericss OCHOBa-
HU, nopsifgka Ha3Ha4eHusi, TpeboBaHWi K Ka4ecTBy n 6e30nacHOCTH, yCTaHOB-
JIEHUST MPEeAesIoB U CJyHaeB MpPOBEAEHUs MPeaANMITIaHTaLUNOHHON 1 rpeHa-
TasIbHOVi FEHETUYECKOU ANarHOCTUKU.

KnioyeBbie cnoBa: reHeTvika, reHoMuKa, caMoperyimpoBaHue, rocyaap-
CTBEHHOE BMeLLAaTeIbCTBO, NPeaesibl, MPopeccruoHarbHoe cCoo0LLeCcTBO.

The content of the article is a comprehensive comparative legal study aimed
at assessing the system of normative regulation of professional activities of
specialists in genetics and genomics, taking into account the norms of law and
requirements produced at the level of professional communities. The author
comes to the conclusion that the self-regulatory functions of professional com-
munities should find their practical implementation in relation to such blocks of
issues as: determining the content of informed consent for conducting a study,
establishing professional ethical requirements for the process of genetic coun-
seling, developing educational standards, certification procedures, training
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and retraining of specialists in genetics and genomics. At the same time, gov-
ernment intervention is necessary in the field of creating legal and organiza-
tional guarantees for protecting the confidentiality of information about re-
search results, defining the basic principles of their organization in terms of
grounds, order of appointment, quality and safety requirements, setting limits
and cases of pre-implantation and prenatal genetic diagnosis.

Keywords: genetics, genomics, self-regulation, state intervention, limits,

professional community.

Mpoes camoperynmpoBaHua npeanonara-
€T CylleCcTBOBaHME NpodeCcCMOHaNbHON
rpynnbl, OCYLLECTBASIOWE MO cornacoBa-
HWIO C opraHamMu rocyfaapCTBEHHOW BnacTu
pernamMeHTaumio 4eaTeNlbHOCTbIO ee YIEHOB
nocpeacTBOM YCTAHOBAEHUS MNpPodeccmno-
HaNbHbIX CTaHOAPTOB, pPa3paboTku aTUYe-
CKMX TpebOoBaHMI, BblAAYN U @aHHYIMPOBaHMS
pas3peLUeHunii Ha NPaBo OCYLLECTBAEHNS MPO-
deccunoHanbHoM pesartensHoctn [1, c. 3].
CnepnyeT obpaliaTb BHUMaHME HA pasnmyuns
Mexay npodeccrnoHanbHbiMM 06beaHEHN-
MK, cO34aBaeMbiMM OJ11 COBMECTHONM pea-
AnM3aumm 1 3awmnTbl NpaB CneuvanncTos, 1
npodeccrnoHanbHbIMU 06beaUHEHNSMU, 0O-
NagalnwmMMmn  perynmpylowmmm GyHKUNSMm
(camoperynupyembiMu opraHm3auysimun).

Tak, npodeccrnoHanbHble camMmoperynm-
pyemble opraHmaaumm o6s3aHbl N0 3aKOHY
3awmuwaTe M nNpoapuratb OB6LECTBEHHbIE
MHTEPECHl NyTEM OMpeneneHnss OCHOBOMO-
naratpoLwmx npasun NnpodeccruoHanbHON ge-
aTenbHocTU. OHM onpenensioT Kputepum
ons pernctpauum mn ceptudukaunm, obe-
crneymnBaroT NOArOTOBKY PYKOBOACTB B dop-
Me KOOEKCOB 3TWKW, nmpaBui npodeccmo-
HaNIbHOro NOBEAEHNS U CTaHAAPTOB NPaKTUN-
K1, BedyT OTKPbITbIA PeecTp, KOTOpbIA COo-
oepxunt unHdbopmaumio 0 cneuuanucrax,
paccMaTtpuBatoT Xanobbl Ha AeACTBUS yne-
HOB OpraHn3auny 1 NPUMEHSIIOT K HUM Mepbl
avcuynnnHapHoro Bo3aencTteus. «OObly-
Hble» npodeccuoHanbHble 00beaeHus, C
OpYyron CTOPOHBbI, HE pacnonaralT BO3MOX-
HOCTSIMM MO pas3paboTke U MNPUMEHEHUIO
obuieobazaTenbHbIX TPe6oBaHMIN B OTHOLLE-
HUM cBOMX 4neHoB. OHM cospaloTcs ansg
TOro, 4Tobbl CNYXWUTb MHTEpecam npodec-
CUOHanbHOro coobLlecTBa: NpPeaoCcTaBnsATbh
BO3MOXHOCTU /11 HanaXuBaHWUS CBS3EW,
nyéAMkoBatb  3HAYMMYy0  MHGOpPMaLMIo,
NPOBOANTbL HAyYHbIE MCCNenOoBaHUs, opra-
HMW30BbIBaTb KOH(EPEHLMN, CEMUHAPbLI U
paboyne CoOBeLlaHus, OKa3biBaTb COAEWN-
CTBWE B TPYAOYCTPOMCTBE U T.M.

B cOBpEMEHHbIX YCNOBUSIX 0151 pELLEHNS
BOMPOCa O BO3MOXHOCTWN Nnepenayn Kakmx-
nmMbo BOMPOCOB OpraHvsauum n nposene-
HWSI FTEHOMHbIX UCCNEeL0BaHMI Ha OTKYM NPO-
deccrmoHanbHbIM coobliecTBaM C Hagene-
HMEM UnX QYHKUMAMW CaMOpPErympyemMblx
opraHusauuii, BaxHO, B MepBYIOD O4epenpb,
onpenennuTb cTeneHb HeobxoauMOoro rocy-

JAPCTBEHHOrO0 BMeLIATENbCTBA B [OAHHbIE
OTHOLLIEHMS C y4eTOM NoTpebHocTeln B 0be-
cnevyeHnn 1 3awmTe 6a30BbIX NPaB W 3aKOH-
HbIX WHTEPECOB JMYHOCTWU. BbinonHeHne
9TOl 33424 HEBO3MOXHO 6e3 nNpoBeaeHns
KOMMIEKCHbIX CPABHUTENIbHO-MNPaBOBbIX UC-
CnegoBaHuii, CONMPOBOXOAIOLLNXCS OLEHKOM
CUCTEMbl HOPMATMBHOM pernameHTaumm
npodeccmnoHanbHON AeaTeNbHOCTU Cneun-
ANNCTOB MO FEHETMKE U FEHOMUKE, BK/OYA-
lowel B cebs kak HOPMbl FOCY4apCTBEHHOMO
npaea, Tak 1 TpeboBaHus, NPoayLMPYEMbIE
Ha ypoBHe NpodeccroHabHbIX COOOLLECTB.

Oco6eHHO MHTEePECH I NpUMep coyeTa-
HUS TOCYAapCTBEHHOro BMeELLATENbCTBA B
chepy opraHmsaumm 1 NPOBEOEHNA FrEHOM-
HbIX MCCNenoBaHU U CaMOPEryIMpoBaHnNS
Ha ypOBHe NPodeCCUOHasbHbIX COOOLLECTB
CcneumanncToB Mo reHeTuke npencraBnsieT
cobown lepmaHua. Hanbonbwimin o6bem 3a-
KOHOOATENbHbIX OrpaHNYeHNn B CTpaHe
YCT@HOBMEH ANF NPOBEAEHNS FrEHETUYECKNX
nccnenoBaHniA YenoBeyveckoro amMOpuoHa,
OCYLLECTB/ISIEMbIX B paMkax MNpUMeHeHns
BCMOMOraTeibHbIX PENnPOAYKTUBHbLIX TEXHO-
NOrni. 3aKoH O 3almTe aMOPMOHOB 3anpe-
LAEeT reHeTUYecknin oTbop 3MOPUOHOB,
noanexaiwimx MMnaaHtTaumm, no npuaHaky
nona, 3a UCKJIYEHNEM Cly4aeB, korga Ta-
KoV 0TOOpP OCYLLECTBASETCS AJ151 BbISIBIEHUS
MblLe4yHOn Anctpodum [oweHHa nnv aHa-
JNIOTMYHOIrO0 CEePbE3HOro reHeTMYeCcKoro 3a-
6oneBaHus, cBa3aHHOro ¢ nonom[2]. MNepe-
YyeHb 3aboneBaHuii, AN19 BbISIBIEHUS 1 NPO-
dUNAKTUKM KOTOPbIX MOXET MNPOBOAUTLCS
npeaMniaHTaumoHHas, a Takke snwobas
Apyrasi reHeTnyeckasa guarHocTuka, 4omkeH
YTBEPXAATLCS  KOMMETEHTHbIM  rocyaap-
CTBEHHbIM OpraHoM nocne o6CyXAeHUs C
npodeccmoHasnbHbIM COOBLLECTBOM CMNeLn-
aNNCTOB MO rEHETUKE.

3aKkoH perynupyeTt MosioXeHne O npe-
ONMMIAHTAUVOHHOM reHeTNYecKon amarHo-
CTuKe, 3arnpeuias B CT. 3a reHeTU4ecKyto
aKcnepTnay KNeTok aMOpuroHa invitro oo ne-
peHoca B NOJIOCTb MaTKM (BHYTPUYTPOBOHOIo
nepeHeceHns). HapyweHune sToro 3anpera,
rno obLuemMy npaBusy, Brne4eT 3a coboi yro-
JIOBHYO OTBETCTBEHHOCTb. [lpoBeaeHune
NPeaNMMIAHTALNOHHBIX FEHETUYECKUX WUC-
cnenoBaHUi B MOPSiAKe UCKITIOYeHUs paspe-
LiaeTcs TONbKO AJ1 CiyvyaeB, Koraa NnpucyT-
CTBYET BbICOKWIA PUCK Pas3BUTUS HaCNen-
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CTBEHHOro 3aboJfieBaHUsA B BUAY reHeTu4e-
CKOW NMpenpacnonoXeHHOCTN XEHLWHbI, OT
KOTOPOW MNPOUCXOOUT ArueKkeTka, MyX4n-
Hbl, OT KOTOPOro NPOUCXOOUT cnepma, Unm
nx obomnx. OnpeneneHbl obs3aTenbHbIe YC-
NIOBUS AN NpoBeAeHns npeaumMnaaHTaum-
OHHOW rEHEeTUYEeCKOW ANArHOCTUKU, K YNCITY
KOTOpPbIX OTHeCeHbI: 1) nHpopmMmmnposaHne u
KOHCYNbTMPOBaHME O MEeAULIMHCKUX, NCUXO-
JIOFMYECKUX N CcoumalbHbIX MOCNeACTBUAX
reHeTMYeCcKoro uccnenoBaHusi, OCYLLECT-
BIieMble 00 NOJSy4eHUS cornacus Ha npoue-
aypy; 2) pada cornacus MexagmucuynamHap-
HbIM KOMUTETOM MO 3TUKE — NpoLeaypa ocy-
LLECTBNSIETCS Yepes3 akKpeanTOoBaHHbIe O0-
VMMNAAHTAUMOHHbIE LIEHTPblI FEHETUYECKOIro
TecTupoBaHus; 3) NpoBeaeHNe Npoueaypsb
Mr4, keannduumpoBaHHbIM BPAYOM B Mean-
UMHCKUX LIEHTPAx, akkpeauTOBaHHbIX O/15
3TUX Lenen, uMmeLmx Heobxoanmble ama-
rHOCTUYeckMe, MeOuLUMHCKME WU TexHuye-
cKkue cpeacTBa ANs NPeanMniIaHTaUNOHHbIX
OMarHoCTUYECKMX MpoLeayp.

[na HopmMaTMBHON pernameHTauum re-
HEeTUYEeCKNX NCCNea0BaHNN B LENOM MPUHAT
3aKkOH O TreHeTM4ecKoM TeCcTUPOBaHUN
(2009), koTopble onpenensieT, korga n kKak
MOXET ObITb MPOBEAEHO reHeTn4Yeckoe Te-
CTUpOBaHMe, Kak AoJkKHa obpabaTbiBaTbCs
nobas cobpaHHasa reHeTuyeckas MHGopma-
ums n buomatepuan [3]. 3anpellaeTcsa anc-
KPpUMMHAUUS HA OCHOBE FEHETUYECKUX Xa-
pakTepucTUK BO BCeEX cdepax XuaHenes-
TENbHOCTU JIMYHOCTM (BKJOYas Tpyaoy-
CTPOWMCTBO, y4acTMe B CTPaxOBbIX MPaBOOT-
HOLLEHUSAX U Op.), @ PaBHO ANCKPUMUHALMSA
Ha OCHOBaAHWW OTKa3a OT y4acTusi B reHeTu-
YeckoM nccnepoBaHuun. freHeTnyeckmne aaH-
Hble He MOryT 3anpalumBaTbcs U 06pabatbl-
BaTbCS B CUCTEME MEOMLMHCKOro CTpaxoBa-
HWS1, 0AHAKO A0MNyCTUM 0OMEH COOTBETCTBY-
lower nHbopmaumen npu okasaHun ycnyr
no MeguuuHCKOW, couuanbHoM 1 npodec-
CUOHanbHOW peabunutauum nuL, ¢ orpaHu-
YEHHbIMW BO3MOXHOCTAMU (MHBaNMAOB).
3akoH ycTaHaBnmBaeT o0Llee nNpasuo, co-
rMacHO KOTOPOMY NPeaoCTaBEHNE YCAYT NO
reHeTM4eCckoOMYy KOHCYNIbTUPOBAHUIO SIBAS-
eTcsl 0653aTesNibHbIM YCIOBUEM MPOBEAEHNS
BCEX BUIOB reHETUYECKMX UCCNEed0BaHuI, a
Takke ykasblBaeT, Kak A0JKHbl 0b6pabaThbl-
BaTbCS Pe3yNbTaThl TECTOB U KakMMu Tpebo-
BaHUSMM obecnevymBaeTcs UX KayecTBO U
[OCTOBEPHOCTb.

Takvum 06pa3om, rocygapCTBEHHOE BMeE-
LaTenbCTBO B chepy reHeTUHeckmx nccne-
NOBaHWIA CBAI3aHO C BHeapeHnemM 06a30BbixX
rapaHTMn 3awmTtbl KOHOUOEHUNANBHOCTU
reHeTM4ecKom MHpopmaLnm 1 onpeaeneHn-
€M OCHOBOMoOJSarawLwyx NPUHUMNOB opra-
HM3aUUM 1 NPoBeaeHNs TEHOMHbIX Uccne-
noBaHuii. OgHako, Npu BCel CTPOrocTu ro-

CyO0apCTBEHHOrO HOPMATMBHOIO PErynnpo-
BaHWUsl, npodeccroHanbHoe CcoobLEeCcTBO
CMNeunanncToB Mo reHeTrKe Takxke Okas3biBa-
€T CYLUEeCTBEHHOr0 BUSIHME HaA pasBUTME
oTpacnu wn pernameHTaumio npodeccmo-
HaNbHON OeATeNbHOCTU. B KOHTEKCTE oTae-
neHus coepbl rOCyoapCTBEHHOrO BMeELLA-
TeNbCTBa OT camMoperynmpoBaHus obpatia-
€T Ha cebs BHMMaHMe coaepXKaHue nosnum-
OHHbIX 3asBneHurn Hemeukoro obuiecTsa
reHeTnkn yenoseka (GfH), paspabatbiBae-
MbIx Komuccuein no 6a3oBbiM MO3ULIMEAM U
3TMYECKUM Bomnpocam ob6LlecTBa, co3aaH-
Horo B 1989 roay. GfH aBnaeTca eAMHCTBEH-
HbIM HEMELKKMM NpodeccmoHasibHbiM 06be-
OVNHEHMEM CMNeumanncToB B chepe reHeTm-
KM, OCHOBAHHbLIM Ha MPUHLUUMNE YJIeHCTBa U
00beANHSIOLLNM Hay4HbIX PabOTHUKOB, KIn-
HULMCTOB, CNeuManMcToB rno n1abopaTopHom
npakTUKe, reHEeTUYECKNX KOHCY/NLTAHTOB U
OPYrUX L, UMEIoLLIMX OTHOLLEHNe K cdepe
reHetTnyecknx unccneposaHuin [4]. OcHoOB-
Hble perynupyowme GyHKUMM obulecTea
peanuayioTcs MNocpeacTBOM  paspaboTkum
MO3ULIMOHHBIX 3asiBNEHUIA MO pPasfnNyHbIM
KJIMHUYECKUM, 3TUYECKUM, COuMalbHbIM U
IOpUanNYeckKMM  BOMpocaM, YCTaHOBIEHUSA
CTaHAapTOB 1TabopaTOPHbLIX UCCEea0oBaHUN
M FeHeTNYEeCKOro KOHCYIbTUPOBAHUS, NPUH-
LIMMOB OLIEHKM KayecTBa Oka3aHus ycnyr B
chepe reHOMHbIX UCCNEeOBaHUN, a Takxe
pa3paboTkmu 06pasoBaTefibHbIX CTaHOAPTOB
B chepe reHeTukn n opraHusaumm Henpe-
PLIBHOFO MeauUMHCKOro obpasoBaHus ons
CcneynanncTos.

VMcxoas 3 ocHoBononaratwmx NpuHUm-
MOB COBPEMEHHOW TFEHETMKM 4enoBeka
(NpUHUMNa yBaxeHns1 JOCTOUHCTBA JINYHO-
CTW, U3 COAEPXaHUs KOTOPOro BbiTEKAET
MPUHLUMN 3aLLNTbl OT ANCKPUMUHAUMN B 3a-
BUCUMOCTW OT MoJia, OTHOLLEHUS K Penurnu,
COCTOSIHMSI 300POBbS, NpuHUMNA [06po-
BOJIbHOr0 caMoonpeeneHns npm npoesee-
HUN TEHOMHbIX WCCNenoBaHU, npuHumMna
KOHpuaeHumanbHocTn) [5, c. 54]. GfH onpe-
oensiotcs: 1) uenm NnpakTU4eckom reHeTUKN,
K 4YNCIly KOTOPbIX OTHECEHbI FEHETNYECKOE
KOHCYNbTUPOBaHME, AMArHOCTMKA reHeTu-
Yyeckmx O0OYCNOBNEHHbIX 3aboneBaHUn W
onpeneneHns ctpaTernn nevyeHms (npose-
neHve Tepanunn) B Hanbonee adPeKTUBHOM
ON9 naumeHTa BapuaHTe; 2) TpeboBaHus K
packpbITUIO MHMOPMALMU O TEHOMHbIX UC-
cnepoBaHusx; 3) TpeboBaHus K obecrneye-
HUIO OOCTYMHOCTU FEHOMHBbIX WCCenoBa-
HUI; 4) TpeboBaHUS K 3aLLMTe aBTOHOMUMU
VHOMBMAA WUNN CeMbM, a Takxe cBOOOAbI
NMPUHATUS pelleHns B 061acTu niaHnpoBa-
HUS ceMbM; 5) TpeboBaHNA K COAEPXKAHMIO
KOHCYNbTauum, NpeaocTaBnsgemMon cneuna-
MCTOM B chepe reHOMHbIX NCCneaoBaHnii;
6) TpeboBaHUSA K NPOBEOEHMIO NPOrHOCTU-

lMpobnemsbi npasa N° 3 (72)/2019

rocypnapcteoum o6LwecTBo

KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

YEeCKMX FTEeHOMHbIX UCCNeaoBaHWUNi, T.e. UC-
CNnefoBaHui, HanNpPaB/iEHHbIE HA BbISIBIEHNE
reHHbIX U3BMEHEHUI, KOTOPbIE MOTYT NpuBe-
CTM K pasButuio 3abonesaHuii B 6Gonee
no3gHemMm Bo3pacTte [6]. OTtoenbHble Npo-
deccuroHanbHble PYKOBOACTBA ONPenensoT
npodeccmoHanbHO-3aTUYEeCKMEe cTaHaapThl
noeedeHns crneumanncta npUMEHNTENbHO
OT Pas3fMyHbIM BUamM UccnenoBaHuni n gna-
FHOCTUKWN, TaKUM, KaK reTepo3nroTHas gua-
rHOCTMKA, MOCTHaTasbHass [OMarHoCTuKa,
npeanMniaHTauMoHHasa reHeTmyeckas gua-
FHOCTUMKA, FEHETUYECKNIA CKPUHWHT U T.1.
Ocob6eHHOCTU coYeTaHMs TOCy4apPCTBEH-
HOro BMellaTenbCTBa U camMoperynmpoBa-
HWS OTYETAMBO BUAHbLI HA NpumMepe Tpebo-
BaHMS K PacKpbITUO MHPOPMaLMKM O FEHOM-
HbIX nccnegoBaHuax. Tak, GfH nosuumonun-
pyeTcsl, 4TO KOHPUAEHUMANbHOCTb AaHHbIX
O reHeTM4yeckoM guarHose m [0OpPOBOSb-
HOCTb WCMOJIb30BAHUSI TEHETUYECKOW WH-
dopmauum nonxHa bbiTb 06ecrneyeHa Heob-
XOAMMBIMWN 3aKOHOAATEsIbHbIMW FapaHTUs-
MK [7]. Kak 4aCcTHbIM, Tak 1 roCyoapCTBEH-
HbIM YYpEXOEHNAM O0/KHO OblTb 3anpeLle-
HO TpeboBaTb NPOBeAEHUS N NpeaocTaBne-
HUA Pe3yNbTaToB MPOrHOCTUYECKOrO reHe-
TUYECKOro TeCTUPOBaHUS WUAM JocTyna K
YXX€ CYLUECTBYIOLWNM TEHETUYECKMM OaH-
HbIM B KQ4eCTBE YCNOBUS AJ1 NpeaocTaBie-
HUA peanu3aumn onpefesieHHbIX npaB U
cB00OO[, B TPYO0BbIX, CTPAXOBbIX W MHbIX Npa-
BOOTHOLeHMaX'. B To xe Bpems, npodeccu-
OHanbHOe coobLecTBO HGepeT Ha cebsa pe-
LeHne nNpodeccrnoHanbHO-3TUYECKNX NPO-
611eM, CBA3AHHbIX C UCMOJIb30BAHNEM rEHe-
TUYECKON MHGOPMALMM O COMYTCTBYHOLLMX
pesynbratax UCCNefoBaHus, a Takxke BO3-
MOXHOCTM MpPenocTaB/ieHnss pe3ynbTaToB
nccnepoBaHuiA PoOACTBEHHMKAM B Clyvae
pucKka pa3BUTUS Y HUX HACNEACTBEHHbIX, re-
HeTM4Yeckn 0OYCNOBJIEHHbLIX 3abofieBaHUN.
OTmMeuvaeTcs, 4TO NpeaocTaB/ieHne Heorpa-
HWYEHHOrO [OCTyna K reHeTU4Yeckum OaH-
HbIM BO3MOXHO TOJIbKO C MUCbMEHHOIO CO-
rnacusi cybbekta MNepCoHasbHbIX OaHHbIX
nocne NosHOro packpbITa MHGopMaunn n
ocBobOXAeHMs OT 0b6sa3aTensCcTB No obe-
CrnevyeHntio cekpeTHocTu. WcknoyeHus m3
3TOro npaswufa KacawTcs CuTyauuin, Korga
cneumanucTbl No reHetTuke GoOpMynnpyoT
COMyTCTBYIOLLME BbIBOOBI O PUCKax Ans 340-
POBbS OPYrVX Y1E€HOB CEMbU N X MOTOMKOB.
OT1a nHpopmMauma BaxHa, NOCKOJIbKY NO3BO-
NSeT NnaHMpoBaTb NpoBeaeHne npodunak-

" EOUHCTBEHHLIM VCKJTIOHEHMEM U3 MPUHLUMNA [0-
OGPOBONBHOIO MUCMNOIb30BaHUS FEHETUYECKOn auna-
FHOCTUKM B [epMaHuM Ha CerogHAWHUM OeHb SB-
nsieTcs reHOMHOE UCCneaoBaHMe HOBOPOXOEHHbIX
(CKPUHMHI HOBOPOXAEHHbIX) HAa Hannune reHeTmnye-
cKkunx 3aboneBaHuin, oisi KOTOpbIX TpebyeTcs paHHee
BbISIBNIEHNE, C LeNblo onpeaeneHns Hambonee ad-
bEeKTUBHOM CcTpaTernv nedYeHns uim npoPunakTnkun.

TMYeckoro o0CnefoBaHus, JfIeYeHUs wunn
npeHaTanbHOM ANArHOCTUKU. B 3TOM OTHO-
LWWEHMN YNEHbl CEMbM MOIYyT paccmaTpu-
BaTbCA KakK MMellme MopanbHOoe 00s3a-
TENbCTBO OENNTHCSA FEHETUYECKON MHGOP-
MaLmel, ecnm 3To HeoBXoaMMO AJ1si OpraHu-
3auUnn NeYEHNS NNU NIAHMPOBAHUSA MPUME-
HEHUS BCMOMOraTEsbHbIX PENPOAYKTUBHbIX
TexHonormn. Cneumannct no reHeTuke, oa-
HaKO, CTAJIKMBAETCS C KOHMIMKTOM MeXAy
ABTOHOMWEN BON NAUMEHTA, B OTHOLLUEHUMN
KOTOPOro Heobxoaumo obecneynTb KOHOU-
OEHUMaNbHOCTb  MOJIYYEHHbIX [OaHHbIX, W
06a3aTeNbCTBOM OKa3aTb MOMOLL cornac-
HO 6a30BbIM 3TUYECKUM MPUHLMNAM Mean-
umHbl. NMpodeccrnoHanbHoe coobLecTBO He
npennaraet yHMBEpCasbHbIX Mpaswun Ang
paspeLlleHnss aToro KoHGAMKTA, PEKOMEH-
Oys paccMaTtpuBaTb KaXayl CUTyaumio UH-
OVBMAyanbHO, 3a WCKIIOYEHVEM Clly4aeB
BbISIBIEHNSA HEN3NEYNMBIX N HEN3OEXHbIX B
CBOEM pasBuUTMM 3aboneBaHuin, Korga npa-
BO Ha MHdopmMauuio npeobnagaet Hag ra-
paHTUSAMKM 3amMTbl KOHOUOEHUNANBHOCTU
[8, c. 29].

TpeboBaHMs K COAepXaHUO KOHCyJbTa-
UMy, npeagocTaBnseMOn cneumanncTomMB
cdepe reHoMHbIX uccnenoBaHuii, Noapoo-
HO yperynmpoBaHbl B pamkax npodeccuo-
HanbHoro coobulectsa [9]. KoHcynbTaums,
npenoctaBsnsemMas 40 NpPOBEAEHUs nccne-
[O0BaHWs, 0OHKHA COOTBETCTBOBATb MPUH-
umny UHOOPMUPOBAHHOIO cornacua U
BKJIIO4ATb B Ce0S: Haanexaliee 06bsiCHEHNE
BCEX MEPOMNPUATUIA U Lenen nx nposene-
HUS, BKJIOYas TOYHOE HaVMMEHOBAHWE MpPO-
Lenyp, HOCALWMX 3KCNEePUMEHTasbHbIN Xa-
pakTep; onucaHme NpemMyLLecTB Nccneno-
BaHWS U PUCKOB €ro NPOBEAEHMS, BKIOYada
NnPeMMyLLLEECTBA M PUCKM Npu pas3paboTke
cTpaTternn ne4veHus; nHdopmaumio ob anb-
TEPHATMBHBIX Mpoueaypax, ecnm TakoBas
MOXET OblTb NONE3HOWN; ONMcaHne BO3MOX-
HbIX PE3yNbTaTOB WUCCNEA0BaHNSA C YH4ETOM
BCEX a/IbTEPHATUBHbBIX BAPUAHTOB X OOBSAC-
HEeHWs; NpenJioXkeHne OTBETUTb Ha Nobble
BOMPOChI, KOTOPbIE MOIYT BO3HMKHYTb B OYy-
OylwiemM nocne OOBeAeHUs pes3ynbTaToB UC-
CnefoBaHus; ykasaHue Ha TO, YTO B NpoBe-
OEeHUn nccnenoBaHnst MoXeT OblTb OTkasa-
HO ¢ 0ObsicHeHMeM MNpuynH. Nocne npose-
LEHNS NCCNefoBaHNS TECTUPYEMbIE MMEIOT
npaBoO Ha NoJsy4eHne MOHOM NHGOpMaLnn
0060 Bcex pesynbraTax, KoTopble MOryT
VIMETb 3HA4YEeHME O/19 NX 300POBbA AU 300~
poBbsi pebeHka. TeM He MeHee, Npeaycma-
TPUBaAeTCS BO3MOXHOCTb B t0O0Ee Bpems
0TKasatbCsd OT MOJlydeHuss MHpopmMauum o
CBOEM reHeTn4eckom crtaTyce, noTpeboBarB
OT cneumnanmcTa Bo3aepXaTbCa OT OOBeAe-
HUA pe3ynbTaToB nccnegosaHnsa. CnopHble
WM BapuaTuBHbIE pe3ynbTaTbl UCCNeLoBa-
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HUS OOMKHbI BbITb MHTEPNPETUPOBAHbI Ha
OCHOBaHUM MMEIOLLLErOCH YPOBHS 3HAHWIA.

Kak BugHO, B lepmaHuu 3akoHoOaTeNb
4eTKO onpenensieT 0CHOBaHMS NPOBEOEHUS
reHeTU4eCckmx nccnenoBaHunin, TpebosaHuns
no 3awmrte KOHOUAEHUNANBHOCTU U OOCTY-
ny K reHetunyeckon uHdopmaumn. B cno-
XMBLUMXCS  YCNOBUSAX MNpodeccuoHanbHoe
CcO00OLLECTBO BbipabaTbiBaeT KOHKPETU3NPY-
IOLLMEe 9TUYECKME MNPUHUMMBI, HanpaBieH-
Hble Ha paspelleHne npodEeCCMoHaNbHO-
3TUYECKNX aCMEKTOB MOBEAEHMS cneumann-
CTa B CUTyauMmsx, CBS3AHHbIX C FreHeTuye-
CKMM  KOHCY/IbTUPOBAHNEM, KOHDINKTOM
MHTEPECOB, onpegeneHnem yCNOBUIA
odopmneHns nHGOPMUPOBAHHOIO Ccorna-
Cug Ha NpoBeAEeHNE nccnegoBaHns 1 T.n., a
TakXke BHOCUT NMpenjioxXeHns No CoOBepLUEH-
CTBOBaHMIO 3aKOHOAATENbCTBA, €CNIN COOT-
BETCTBYIOLLMIA Bonpoc TpebyeT rocynap-
CTBEHHOI0 NPaBOBOIro PEryanpoBaHus.

Ewie 6onee cTporuin nogxon, npeagycma-
TpuBaloLWNA 0BLUIMPHOE TOCYyAapCTBEHHOEe
npaBOBOE PEryJInMpoBaHNE OTHOLUEHUA B
cdhepe reHoOMHbIX UCCnefoBaHni NpeacTaB-
nset cobon AnoHusa. 30ecb OCHOBHbIE Tpe-
60BaHMs K opraHn3aummn 1 NnpoBeaeHuto Ta-
KX UCCNeaoBaHnn onpeaenenbl LenbiM psi-
[OM OpraHoB rocyaapCTBEHHOrO Peryampo-
BaHns — COBETOM MO HAayKe, TEXHONOMMSAM U
MHHoBaumsMm (CSTI), MuHmucTepcTeoM obpa-
30BaHM4, KyJIbTypbl, CIIOPTa, HAYKU U TEXHO-
norun (MEXT), MUHNUCTEPCTBOM 34PaBOOX-
paHeHus, Tpyaa u coumanbHoro obecneve-
Hug (MHLW), MUHUCTEPCTBOM 3KOHOMMUKMU,
TOProBaAM un npombiwneHHoctn (METN).
CSTlycTtaHoBNEeHbl OCHOBHbIE MPUHLMMbLI UC-
cnepoBaHMa reHoma 4venoseka (2000),
MEXT, MHLW n METI coBmecTHO pa3spabo-
TaHbl U YTBEPXAEHbI 3TU4Yeckoe TpeboBaHus
K OpraHusaumm n NpPOBEOEHUIO TEeHOMHbIX
nccnenoBaHuii, a Takke PyKOBOACTBa MO
KJIMHUYECKMM UCCNEeNOBaHNAM U FEHHOW Te-
panun [10].

[eHOMHbIE nccnenoBaHns OOJKHbI OTBE-
yaTb psgy 6a30BbIX KPUTEPUEB, B MEPBYIO
oyepeb, A0SKHbI OblTb HaNpaBfeHbl Ha Bbl-
SIBNIEHME HANNYUS U NPEeapPacnoiOXXEHHO-
CTU K Pa3BUTUIO TSXXENOro reHeTn4eckn ob-
YC/IOB/IEHHOIO 3a601eBaHNS, NPUBOASLLENO
K 3HAYUTEJIbHLIM OrPaHNYEHNSAM XN3HEOES -
TENbHOCTU. Ha3Ha4yeHne reHOMHbIX Uccre-
[OBaHNI Npu3HaeTcss 000CHOBAHHbLIM TOJb-
KO B TOM CJly4ae, eC/iv NPeMyLLLECTBA Tako-
BbIX B KOHKPETHOM CUTyauuu npeBbillatoT
MOCbl UHBbIX BUAOB ANArHOCTUKN, N NOMb3a
MUCCNeaoBaHnA B LLESIOM 3HAYUTESNbHO BbILLE
€ro BO3MOXHbIX HEGNAronpuATHbLIX NOCNea-
CTBUI AN opraHn3mMa 4yefioBeka unuv ninoga
M noboyHbix adpdekToB. WccneposaHus
OOJIXHbI OblTb 6€@30MacHbIMU OJ19 XU3HU U
300pPOBbS TECTMPYEMOrO, MPOBOANTLCS Ha

OCHOBaHUN «O0CTAaTOYHOr0 YPOBHA pPa3Bu-
TUS HAYKW 1 TEXHONOrn». Kak n B fepmaHun,
B AnoHMM npaMO 3anpeliaeTcs OCYLLEeCT-
BJIEHME FEHETUYECKMX TECTOB N UCCNeaoBa-
HU reHOMa C LLeSIbl0 UBMEHEHUS FreHeTu4e-
CKOro Koga 4enoBeyveckoro ambpuoHa, 6u-
oncun n mogudurkaumm 3apoaplLLeBbIX Kie-
TOK Ha CTaaumn, Npu KOTOPOW OHU MOTYT pas-
BMBATbCS B CaMOCTOSTE/bHbIM 4YenoBeye-
CKWNIA 3apoaplLu.

BmecTe ¢ Tem, AnoHckoe 0OLIecTBO re-
HeTukn 4enoseka (JSHG), cospaHHoe B
1955 roay n o6beamHsoLLEE CMELVANNCTOB
B 06/12CTN FTEHOMHbIX UICCNEA0BAHUN U FeHe-
TUKM Ha OOOPOBONBLHOW OCHOBE, HAaAEeNeHo
PAAOM BaXKHbIX OYHKLUNA, NPUCYLLMX CaMO-
perynupyemMbiM opraHmsaumam. Tak, JSHG
paspaboTaHbl NPOdECCMOHANIbHbIE PYKO-
BOACTBA MO FEHETUYECKOMY TECTUPOBAHUIO
N reHeTUYeCKOMY KOHCYJSIbTUPOBaHMIO, 005-
3aTesibHble A8 NPUMEHEHNSA BCEMU €€ Yne-
Hamun. JSHG opraHmaoBaHa cuctema ceptu-
dvkaumm cneymanmucToB Mo KIMHUYECKOMN
reHeTrke 4epes yYpexaeHHbI JaHHOM Op-
raHnsaumen AnoHCKU COBET N0 MeaULNH-
ckon reHetuke[11]. CopepxaHne npodec-
CUOHabHbIX PYKOBOACTB OXBaTbiBaeT 6a30-
Bbl€ 3TUYECKME MPUHUMMNbI FTEHOMHbIX UC-
cnepoBaHuii [12], npu 3TOM 0OCOObLIN UHTE-
pPEecC B KOHTEKCTE CPaBHEHWNS N UCMOSIb30Ba-
HUA 3apybexHoro onbiTa nNpPeacTaBnsaloT
aTuyeckne TpeboBaHUs, KacaloLmecs reHe-
TUYECKOro KOHCYNbTUPOBAHUA U MOy4EHUS
MHPOPMNPOBAHHOIO COMNacusa Ha NpoBeae-
HUE nccnenoBaHus.

OTHOCUTENBHO FEHETUYECKOIrO KOHCYJIb-
TUPOBAHUSA YKa3blBAETCA Ha 3HAYMMOCTb
NpPeaoCcTaBNeHNs Ka4eCTBEHHbIX KOHCYbTa-
LIMOHHbIX YCNyr crneyyannctaMmn no reHeTm-
ke. JSHG TpebyeT, 4ToObl Takme ycnyru oka-
3blBaNIUChL NvuamMu, obnajalowymm gocta-
TOYHLIMWU 3HAHUSMW U OMbITOM B 061acTu
MeanuMHCKON reHeTukn. Onpenensercsa
06bemM MHbOopMaLMK, NPenocTaBAsaIeMon B
pamMKax reHeTUYeCKoro KOHCYbTUPOBAHUS,
B KOTOPbI BXOAAT CBEAEHUS O BEPOSATHOCTU
pas3BuTUS 3ab0neBaHns, ero eCTeCTBEHHOM
aHaMHe3e 1 4aCToTe PeumamBoB (reHeTnye-
CKM NPOrHo3), a Takxe CBeAEHNS O OCTYn-
HbIX FEHeTUYEeCKMX TecTax, Takmx kak obHa-
PY>XEHNEe reHOB-HOCUTENEN, NpeHaTalbHble
TECTbl, MPEACMMMATOMHbIE TECTbI U TECThI HA
YyBCTBUTENIbHOCTb. Ha rEeHEeTUYECKUX KOH-
CYyNbTaHTOB BO3NnaraeTcsd 0693aHHOCTb WH-
TepnpeTmpoBaTb pe3yabTaTthl UCcNenoBa-
HUST HA OCHOBAHMWN aKTyasibHbIX METOAVK,
COBPEMEHHOIO YPOBHS Pa3BUTUU HAyku U
MEeOVLIMHCKNX TEXHONOIMMI, B TO Xe BpeMms,
TpebyeTcs oTka3aTbCsA OT NEepPeHaChILLEHHO-
CTU KOHCyNbTaUMu cneumanbHOW TEPMUHO-
norven, pobuBascb MOJSIHOFO MOHUMas
npegmeTta 6ecedbl CO CTOPOHbI TECTMpPYe-
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KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

Moro. MNpu XxenaHum KNMeHTa Ha KOHCyJbTa-
UM MOXET MNPUCYTCTBOBaTb TPETbE L0
(Heckonbko conpoBoxpalwmx nuu). Obe-
creyvBasi BOBMOXHOCTb KOHTPONA 3a Oes-
TENbHOCTb TEHETUYECKMX KOHCY/IbTaHTOB,
JSHG o0643biBaeT durKcMpoBaTb TECT KOH-
CyNbTaLMN B KIIMHUYECKOW KHMIEe 3anncemn n
XpPaHUTb ee B TEYEHNE YCTAHOBIEHHOIO Bpe-
MeHu. [pn KOHCYNbTUPOBaHUM, NPOBOAU-
MOM HenocpeACTBEeHHO nepen nuccnenosa-
HMeM, JoKHa ObITb NpeocTaBieHa Makcu-
MasibHO MoJiHasa nHdopMaums o uenm, MeTo-
[ax ero npoBeneHus, CTEMEHU TOYHOCTU
pes3ynbTatoB M HebnaronpusiTHbIX dakTo-
pax, CrnocobHbIX MPMBECTU K HEBEPHOMY
TONKOBAHUIO pPe3yNbTaTOB UCCNEeA0BaHUS
(yCTaHOBNEHUIO HEBEPHOIrO FEHETUYECKOro
3abonesaHns). B pononHeHWe K YCTHbIM
0OBbSACHEHNSIM TECTUPYEMOMY HEOBX0ANUMO
npenocTaBUTb MMCbMEHHYIO MHDOPMaLUMIO O
3aboneBaHnn, BbISIBIEHWE KOTOPOrO CIYXUT
npeaMeToM uccnenosaHus, fabbl npeay-
npeauTb BO3MOXHbIe 3/10ynoTpebneHus.

JSHG onpepenena npouenypa nonyye-
HUS MIHOOPMUPOBAHHOIO COrnacma Ha npo-
BeLEeHNe reHOMHOro nccnegoBaHus n Bo3-
MOXHblE BapuaHTbl ONpeaefieHnss ero co-
[Eep>XXaHns No COornacoBaHMIO C KIMEHTOM. B
OT/IM4ME OT MPaABOBbIX HOPM, yCTaHaBVBa-
IOLLMX NOPSAAO0K NCTPeboBaHUS MHDOPMUPO-
BAHHOIO COrnacusi Ha NpPoBefEeHnE uccne-
[0BaHNS (3T HOPMbI, MO CYTU, OrpaHN4mBa-
IOTCSA BO3JIOXXEHMEM Ha crneuuanucTa obs-
3aHHOCTU NPefoCcTaBuUTb UHOOPMALMIO O
COAEPXaHNN UCCNEeA0BAHUS N CBA3AHHBIX C
HUM pUcKax — NOBOYHbIX 3P dEKTAX B TEPMU-
Honornn oOLLen MeauumHbl), Npodeccro-
HaNbHOE PYKOBOACTBO MCXOAUT U3 LLUMPOKO-
ro MOHUMaHWS Takoro cornacusl. 3akpenns-
eTCs YK€ HEOOQHOKPATHO YNOMSHYTOE Hamm
«MpaBO HE 3HaTb» O CBOEM FEHETUYECKOM
cTatyce, a Takke 06593aHHOCTb creumanu-
CTa PasbsACHUTb NALMEHTY, YTO peanm3aums
3TOro npaea He noefieyeT s Hero Hebna-
FONPUSATHBIX OPUOVNYECKMX MOCNEACTBUN U
He nomellaeT obpaTUTbCS O NPOBEeAEHNS
ncecnenoBaHns NOBTOPHO. MpaBo «He 3HaTb»
MOXeT ObITb peanM3oBaHo, B TOM 4ucne, 1
Ha CTagum O3HaKOMJIEHUS C pe3ynbraTtamu
TecTa, A0 3aBepLUeHnd rnpoLuecca KOHCYJb-
TUPOBAHWS MO BCEM MOJIy4EHHbLIM PE3y/bTa-
Tam. PekomeHpnyeTtcsi nsberatb reHeTmye-
CKMX UCCNEO0BaHNN B OTHOLUEHUN OETEN U
NnL, KOTOPbIE HE MOryT CaMOCTOSTENbHO
odopMUTE MHPOPMUPOBAHHOE COrnacue.
Bo Bcex cnydasx, korga crneuvanmct npu-
3HaeT HeobXoAMMbIM MPOBEAEHNE Ucche-
[OBaHWNSA Ons JaHHOW KaTeropuu Tectupye-
MblX, €My CcreayeT UCXOOUTb U3 MpuHLMNia
HauAy4Len 3aWmThbl MPaB U 3aKOHHbIX MHTE-
PECOB KJ/IMEHTA.

[Mpu nogrotoBke npoekta MHGOPMUPO-

BAHHOro cornacums cneumanucty peKkoMeH-
AyeTcs BbIHOCUTb HA PACCMOTPEHUE KITNEH-
Ta BOMPOC O AOMNYCTMMbIX ClydYasx packpbl-
™S MHPOPMaLMM YEHAM CEMbU N UHBIM
POACTBEHHMKAM, €CNN MNOJIyYEHHbIE CBEae-
HUS OynyT npeacTaBnsATb CYLLECTBEHHOE
3Ha4vyeHne anga NpodUNakTUKM UNn neveHns
HacnencTBeHHbIX 3aboneBaHunii. B cnyyasx,
KOraa KJMEeHT NOC/e HEeOAHOKPATHbIX pa3db-
ACHEHUM O 3HAYMMOCTU MNOJSIYHEHHOW WH-
dopmMauum 1 BOSMOXHOCTU NPenoTBPaTuTb
NnpUYNHEHNE Bpeaa 340P0BbIO TPETbUX NN,
OTKa3blBAETCA OT €€ PaCKPbITUS, STUYECKMN
npYemMseMbIM NPU3HaeTcs coobLLeHne co-
OTBETCTBYIOLLMX AaHHbIX TONbKO ANS Lenen
ONarHoCTUKN, NPOPUNAKTUKU U NeYeHus
KOHKPETHbIX 3abofieBaHuiA Ha OCHOBaHUMU
obpallleHns 3anHTepPecoBaHHbIX nul,. Bo-
npoc 06 aTMYeckol NpuemMnemMocTu nepe-
[ayn OAHHbIX B TakuUX CUTyauusx OOSKEH
pas3pelatbcad KOMUTETOM MO 3TUKEe, a He
crneunanamncToMm.

OTtoenbHble  NPO(ECCMOHANTbHO-3TUYe-
CKMe HOpPMbI KacaloTCcs npeaumriaHTauu-
OHHOI 1 NPEHATENIbHOW FrEHETUYECKOWN ana-
rHOCTUKK. CneayeT y4nTbiBaTh, YTO YCOBUS
05 NpOBeAeHNs OaHHbIX BUOOB UccneaoBa-
HUA 4YeTKO OnpenenieHbl rocyaapcTBOM, B
CBA3M C 4eM cdepa nNpodPeCcCnoHanNbLHOro
perynmpoBaHus BeCbMa orpaHunyeHa. Tak, B
yacTHOCTK, ML, BbINOAHAETCA TONIbLKO B CU-
Tyauusix, korga: 1) oguH n3 poamtenen se-
N9eTcs HOCUTENeM XPOMOCOMHO-MNAaTo0ru-
4eCKOoM aHOMasnMn NN TSXEeNon ayTOCOMHO-
[NOMUHaHTHOM 6ones3Hn, nnbo oba poanTens
ABNSAIOTCS HOCUTENSMU TAXENON ayTOCOM-
HO-peLeCcCcuBHOM 6oNe3HN; 2) maTb ABNSET-
csl HocuUTenem Taxenon X-cuenneHHo 60-
ne3Hn (B AaHHOW cnyyae amarHocTuka Ha-
npaefieHa Ha NPenoTBpalleHME MMMNNaHTa-
LMY 3MOPMOHA C BbICOKMM PUCKOM HEMpo-
M3BOJIbHOro abopTa — aHeynnonanun); 3) po-
OUTeNn NPoXoanaT neyeHme oT becnnoans v
VHAUMWPYIOT MNPOBEOEHNE UCCNEeO0BaHNSA
(npn ycnoBunm MHGOPMUPOBAHHOIO CcOrna-
Cus M KOHCYNbTUpoOBaHWs). Ha cneunanu-
CTOB MO reHeTuKe BO3faraeTcs 9TUyeckoe
00683aTeNbCTBO MO AOMNONIHUTENBHOW 3alUu-
Te KOHPUAEHUMANBHOCTU MOSYYEHHOW WH-
dopmauumn, pesdynbratbl KOTOPOM HE OOJIK-
Hbl ObITb, MO 0OLLEMY NpaBwuy, CBA3aHbl C
BO3MOXHOCTbIO BbIICHUTL MOn 6yayLiero
pebeHka. Kpome Toro, obpatiaeTcsa BHUMa-
HMe Ha ocobble TpeboBaHMA K CTerneHn To4-
HOCTWN ANArHOCTUKW, ABNSIOLWENCS OCHOBa-
HMEM AN MPUHATUS PELLEHNA B penpoayk-
TUBHOM cdhepe.

MOMMMO TUMNYHO «CaAMOPETYNMNPYIOLLINX»
dyHKumn, JSHG BbINOMHAET TPaAULMOHHbIE
3apa4m npodeccmnoHanbHbIX coobLLECTB MO
3aLUUTE MPaB M 3aKOHHbIX MHTEPECOB CBOMUX
YNEHOB, MOMNYNAPU3aLUM FTEHOMHbIX UCcne-
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[0BaHNI 1 MOOLLPEHUIO pa3BuTusa Haykm. C
Lenblo coaencTBusa nccnenoBaHnsm B 06-
nactmn reHetukm yenoseka JSHG yupeaomna
«[Mpemunio JSHG» onsa nopaepXky Bbloato-
LLMXCA CNeLumanncToB No reHeTuke 3a nx ao-
CTUXeHUS, a Takxke «[MooLpuTenbHYIO npe-
muto JSSHG» ona monoapix uccnegoBaTenei.
JSHG npuHumaeT yvyactne B paspaboTke
rocynapCTBeHHbIX 00pa3oBaTesibHbIX CTaH-
[apToB — Tak, no nHnumnatmee JSHG lMNpaBu-
TenbctBoM AnoHum B nuue MHLW Obina
odurumanbHO NpusHaHa npodeccus cneuy-
anmcTa No reHeTM4eckoMy KOHCYNbLTMPOBa-
HUIO, NOC/Ee Yero COOTBETCTBYIOLLME KaTero-
pvn ycnyr ctanum npegycmaTpuBaTbCs Npo-
rpammamMmy 06s3aTeslbHOro MeauLMHCKOro
CTpaxoBaHMs.

B kauecTBe nonsipHOro npumMmepa coveta-
HWUS FOCYOapPCTBEHHOIO PEryiaMpoBaHUsa U
CaMoperynmpoBaHmsa B cdepe reHOMHbIX
1CcCneaoBaHNsa Henb3s He OTMEeTUTb Benu-
KoOpuTaHuio, roe npodeccnoHanbHoe co-
00LLECTBO M3HAYaNIbHO MO3ULIMOHMPOBA-
JIOCb Kak cyrybo GnaroTBopuTesnbHasi opra-
HM3aums, NpM3BaHHasi OkasblBaTb NOAAEPX-
Ky crieumanncTam no reHeTnke U OpraHm3o-
BblBaTb MPOBEAEHNE 3HAYMMbIX HaYUYHbIX
CCnenoBaHnin B chepe reHeTUKM N reHo-
Mukm [13, c. 34].

3akoHopaTtenbctBo CoegmHeHHoro Ko-
pPONEBCTBA, Kacalolleecsi reHeTukn, npen-
CTaBJIEHO, B OCHOBHOM, 3akKOHOM O 4esioBe-
4YeCckux TKaHsax, 3aKkOHOM 00 MCKYCCTBEHHOM
onIoA0TBOPEHMN 1 3MOPUONorum n 3ako-
HOM O 3aWmTe NepCOoHaNbHbIX AaHHbIX [14].
YctaHoBneHbl 00LLye 3anpeTbl Mo KIOHMPO-
BaHWIO 4YenoBeka U MpoayLMpOBaHUIO TU-
OpUaHbIX OpPraHM3MOB, BbiTEKawoLWMe U3
TpeboBaHn 6a30BbIX MEXAyHAPOAHbIX [0-
rOBOPOB U COrNaLleHuii, B TOM YMC/e cneay-
owye: 1) 3anpewaeTca npoaoyumpoBaTtb U
MMMNNaHTUPOBAaTb B MNOIOCTb MaTKN rnbpua-
Hbli 3MOPUOH, 3MOPUOH, HE SABNSAIOLLMIACS
3MOPUOHOM YenioBeka, 1NN ramMmeTbl, He SB-
NS0LWMECS YenoBeyYeckmMun; 2) He paspelua-
€TCS XpaHeHMe N UCMOoJib30BaHne 3MOproHa
0151 3KCNepuMeHTasbHbIX Liefiein No ncreye-
HUM 14 gHel ¢ MomeHTa co3gaHus; 3) 6e3
pa3peLLeHnst KOMMNETEHTHOIO opraHa He [0-
nyckalTcs kKakume-nmbo reHeTundeckme ms-
MEHEHNs AMLIEKNETOK M CnepmaTo30unaoB,
3anpeLwaeTcs UCnosib30BaTb MCKYCCTBEHHO
M3MEHEHHbIE KNTeTKW A5l OKa3aHus YCyr no
onnoaoTBOPEHMo. [N KOHTPONs 3a OCy-
LLECTB/IEHNEM T[EHEeTUYecKMx uccnenoBa-
HUI yupexaeHo focyoapcTBeHHOE yrnpasne-
HMe Mo 3KCTpakopnopasbHOMY OMJI0A0TBO-
pPEeHM0 1 aMOPUONIOrM YenoBeka, KOTopoe
JNINUEH3NPYET AeAaTenbHOCTb B cdepe aMm-
OpUOHaNbHbIX U CBA3AHHbLIX C HUMW FreHeTu-
4Yeckux nccnegoBaHuii, OCYLLLEECTBIIEHUS Ha-
YYHO-UCCNenoBaTeNlbCKoM  AesaTeNbHOCTH.

3aKOoH 0 4eNT0BEYECKNX TKaHSAX, CTPOro roBo-
ps, HE UMEEeT MNPSIMOro OTHOLLEHUS K FreHeTu -
Ke, 0HaKO perynmpyeTt CBi3aHHblE BOMPO-
Chl, Takme Kak, nopsaok coopa Guonoruye-
CKnx 0O6pasoB A/ UCCneaoBaHMA, Aa4m NH-
$OPMUPOBAHHOIO COrfacus Ha ero npose-
neHne, a Takxke NpenocTaBfieHns pesynbTa-
TOB MccnenoBaHnii. 3akoH O 3amTe Nepco-
HasbHbIX AAHHbLIX NpeaycMaTpmuBaeT npasu-
na obpalleHns ¢ reHeTUYeCKUMN OaHHbIM,
0CO006bI NOPSAA0K X 0OPaBOTKM N XPaHEHMS.
CdopmynnpoBaHbl Takke 3anpeTbl Ha nepe-
[adyy TreHeTU4Yeckux [OdaHHbIX CTpaxoBbIM
KOMTMaHUAM, UCMOJIb30BaHME YET0BEYECKUX
3MOPMOHOB B MPOMBILLIEHHbIX NN KOMMEP-
YeCKUX Lensx.

BputaHckoe 06LWECTBO rEHETUYECKON
MeanumHel (BSGM), ocHoBaHHoe B 1996
roay, kak y>xe 0TMeyanoch, MMeeT NpaBoBOM
cTaTyc 0OnaroTBOPUTENBHOW OpraHM3auuu,
0bbeanHsoLWEN Ha [OOPOBOIbHBLIX HaYanax
CrneumnanncToB, 3aHUMAtOLLUXCH FeHEeTUKOWN
M TeHOMUKOW B Ka4eCcTBe KIVHULINCTOB Uin
Hay4yHbiX paboTHukoB [4]. B coctaBe
BSGMnpucyTcTBYIOT  BHYTpUOTpacneBble
npodeccunoHanbHble otTaeneHus — Accouya-
LM KJIMHMYECKOM reHomMukun, Accoumaums
reHeTM4ecknx MeacecTep N KOHCY/bTAHTOB,
O6LecTBO KNMHMYecKow reHeTukn. Kaxagoe
13 3TUX 0ObEeANHEHWIA UMEET MpaBo Ha y4ya-
cTue B onpeneneHun TpeboBaHWIA K Npo-
deccnoHanbHOM KBanmpukaumm cneuyanm-
CTa, opraHmaaumn obyyeHus n nepenoaro-
TOBKWN, BHYTPUKOPMNOPATUBHOIO KOHTPONS
KayecTBa NpodeccroHanbHOM OeATeNbHO-
CTU 1 N3JaHnsl KOAEKCOB NpodeccunoHab-
Hon aTukK. OCHOBHOE coaepxaHue nes-
TenbHoCcT BSGM cBsA3aHO ¢ opraHusauuen
Hay4yHO-MPenCcTaBUTENbCKUX MEPONPUATAIA,
durHaHCnpoBaHnEM Hay4HO-MccnenoBa-
TeNbCKNX MNPOEKTOB, MPOBEAEHNEM KOH-
cynbTaumMin 1 OOLLLECTBEHHOM 3KCnepTu3bl
3aKOHOMPOEKTOB, KacaloLMXcsa nNpeaocTas-
JNIEHUS] TEeHETUYECKUX W TEeHOMHbIX YCIyT,
OUEHKN 3TUYECKMX, MPaBOBbIX U couMasb-
HbIX MOCNEACTBUIA OOCTUXEHUI B o6nacTtu
reHeTUKn 1 reHoMukn. BmecTte ¢ Tem, obule-
CTBO MMEEeT TakxXe BO3MOXHOCTb B/IMATb Ha
copepxaHme obszaTeNbHbIX TPEOOBAHUIA K
opraHmMsaumm 1 NPoBeAEHNI0 FreHOMHbIX UC-
cnefoBaHuii, MNOCPEeAcTBOM  pa3paboTku
NPOEKTOB HOPMAaTUBHbLIX MPaBOBbLIX aKTOB 1
coaepxaHnsa obpasoBaTesibHbIX KYpPCOB C
nocneayoLwym npeaocTaBfieHneM Mmatepu-
anoB B MWHMCTEPCTBO 3[paBOOXPaHEHUs
[15, c. 90]. B pamkax gaHHOro HanpasieHuUs!
neatenbHoct BSGM, B yacTtHoCTM, noaro-
TOBJIEHbI MPOEKTbI U3MEHEHNN B 3aKOH O 3a-
LMTE NepcoHasbHbIX AaHHbIX M 3aKOH O TKa-
HSAX YenoBeKa B 4aCTu, KacaloLLencs cogep-
XaHna MHPOPMUPOBAHHOIO corfacus Ha
npoBefeHne reHOMHbIX WccnenoBaHuii u
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obecneyeHnss KOHOUAEHUMANBHOCTU UX pe-
3yNbTaToOB, FEHHOW Tepanuu, NPOrHOCTUYe-
CKMX WCCNefoBaHU, MNOMUTUKN OOMeHa
JaHHbIMM O pedysibTaTax TecTa, BK/o4as 3a-
NPeT Ha ux nepegady crtpaxoBwmkam. Cob-
CTBEHHbIE OTHYETHLI O MPaAKTUKE N 3asiBEHUS
BSGM copepxat pekoMmeHaaTeNbHble Pasb-
SICHEHUS O MOpPSiAKE MPUMEHEHUS OaHHbIX
3aKOHOMOJIOXEHUN, a TakXe KJIMHUYEecKme
pekoMeHaaunn No nHTepnpeTaunm pesysb-
TaToOB KOHKPETHOW Pa3HOBUAHOCTU OMArHO-
cTuKkn [16, c. 344].

Takmm 06pa30oM, MOXHO 3aK/TIOUYUTb, 4TO
[axe B cTpaHax ¢ 6osiee CTPOrnM 3akoHoaa-
TENbCTBOM B CPepe reHOMHbIX UccnenoBa-
HUN, rOe 4eTKOo onpeaeneHbl OCHOBAHUS U
YCNOBUS ANS UX NPOBEAEHNSA, YCTAHOB/EHDI
3anpeTbl Ha OKa3aHue yCAyr no reHOMHOWN
OMNarHoCTUKE B LIENSX, HE CBA3AHHbIX C Bbl-
SIBNIEHNEM U JIEYEHMEM FeHEeTUYECKUX 0by-
C/OB/IEHHbIX 3a00fIEBAHMA 1 NATOSIOMNIA
pas3BuTuga, camMoperyampylowme QyHKUNn
npodeccmoHasnbHbIX COOBLLIECTB MrEHETUKOB
BCE Xe HaxXoAsT CBOIO MPaKTUYECKYIo peann-
3auuio NPUMEHNTESNIBHO K Taknm Bs10kam BO-
NPOCOB, Kak: OnpefeneHne coaepxaHus
MHPOPMNPOBAHHOIO COrNacus Ha nNnpoBeae-
HVe NCCnefoBaHns C y4eTOM BO3MOXHOCTU
MCMNONIb30BaHMA COMYTCTBYIOLLMX pedyfbra-
TOB TecTa, a Takke MHOOPMMPOBAHNSA POS-
CTBEHHMKOB MaumMeHTa O ero reHeTUYeCKoM
cTaTyce (B cllydae pucka pasBuTmS y HUX Ha-
CNEeACTBEHHbIX TeHeTU4yeckn OOYCNOBMEH-
HbIX 3a60s1EBaHNIN); yCTaHOBNEHNE Npodec-
CUOHAJIbHO-3TNYECKNX TPeBOBaHUIM K Mpo-
LEeCCy TreHEeTUYEeCKOro KOHCYLTMPOBaHNS

[0 1 nocfie NpoBeAeHns UCcneaoBaHns, a
Takke 3TMYECKUX MPUHLUMNOB U npoueayp
npeononeHns KoHGANKTa WHTEepPecoB BO
B3aMMOOTHOLLUEHUSX C KIIMEeHTaMu, UxX poa-
CTBEHHUKAMM U UHbIMU (TPETbUMMN) NTNLAMU;
yyacTue nnm HenocpeacTBeHHO paspaboTka
obpasoBaTefibHbIX CTaHAapTOB, Mopsaka
cepTudurkaumm, oby4eHns 1 nepenoaroToB-
K1 CNeunanmucToB No reHeTUKe N reHOMUKe C
y4€TOM KBaNUPULMPOBAHHOIO MHEHUS MPO-
deccuroHanbHoro coobluecTsa.

B 1O Xe Bpems, rocyaapcTBeHHOEe BMe-
LIaTEeNbCTBO XU3HEHHO HeobxoaumMo B 00-
nacTu: CO3aaHns NPaBOBbLIX U OpraHN3aLm-
OHHbIX rapaHTUn 3alWuTbl KOHPUAEHUMANb-
HOCTU MHMOPMaLMN O pe3ysibTaTax reHOM-
HbIX UCCNeaoBaHU B LENsxX npenoTepatle-
HUS  OUCKPUMUHALMKU MO TFeHeTU4YeCKOMY
cTatycy (Bk/o4as 3akOHOOATENbHbIA 3a-
npeT Ha HenoOpPOBOJIbHYID Mepedady WH-
dopmauum cTpaxoBLimkam, paboToparte-
NI9M, MHBIM 4aCTHbIM NULAM U rocyaap-
CTBEHHbIM OpraHusauusMm); onpeneneHus
06a30BbIX MPUHLMNOB OpraHM3aumnn uccne-
[OOBaHMIM B 4acTu, KacatoLencss OCHOBAHUM
VX NPOBEAEHUS, NopsiaKa Ha3HavYeHus, Tpe-
60BaHMIn K kKa4ecTBy 1 6e30nacHOCTH, a Tak-
Xe BKJII0YEHUs B NporpamMmbl 0683aTenbHO-
ro MeamLMHCKOro CTpaxoBaHUS; ycCTaHOBNe-
HUSA NpenenoB 1 cryyaeB NpPoBeAeHUs npe-
OVMMNNaHTaUMOHHOW 1 NpeHaTanbHOW reHe-
TUYECKOM ANarHOCTUKN C y4eTOM Heobxoau-
MOCTM NpenoTBpaLleHns cos3gaHmnsa bnaro-
NMPUATHBLIX YCNOBWUI AN €BreHNYeCcKoro oT-
6opa, KJIOHMPOBaHMS YenoBeka unn co3aa-
HUS TMOPUAOHBIX OPraHN3MOB.

JlutepaTtypa
1. MxutapsH t0.U1., 3a6onoTHbi N.B. Npobnembl KOHCTUTYLIMOHHOIO 06ecnevyeHns
[EeATeNnbHOCTU Cneunann3npoBaHHbliX CaMOPerynnpyemMbix OpraHmsaunin Ha Tep-
putopun Poccuiickoh Pepepaumn // fTocynapcTBeHHas BNacTb U MECTHOE CaMO-

ynpaenenue. 2018. N2 10. C. 3-7.

2. Embryo Protection Act (2011) (German) // http://www.gesetze-im-internet.de/

eschg/.

3. Genetic Testing Act (2009) N2 50/2009 // http://www.eurogentest.org/fileadmin/
templates/eugt/pdf/BackgroundDocDefinitionsLegislationV10-FinalDraft.pdf.
4. Constitution of the German Society of Human Genetics // https://gfhev.de/en/

gfh/constitution.htm.

5. Alan R. Templeton. The Human Genome // Human Population Genetics and

Genomics. 2019. P. 31-64.

6. Position Paper of the German Society of Human Genetics (medgen 12 (2000) 376)
// https://www.medgenetik.de/sonderdruck/en/Position_paper.pdf.

7. DNA Banking and Personal Data in Biomedical Research: Technical, Social, and
Ethical Questions (medgen 16 (2004) 347-350) // https://www.medgenetik.de/
sonderdruck/en/DNA%20Banking_engl_060605.pdf

8. LuWang, . King Jordan. Transposable element activity, genome regulation and human
health // Current Opinion in Genetics & Development. Volume 49. 2018. P. 25-33.

9. Statement on the Patenting of Human Genes and DNA-Sequences (medgen 9
(1997) 487) // https://www.medgenetik.de/sonderdruck/en/Patenting.pdf.

10. CSTI: Fundamental Principles of Research on the Human Genome (2000) //
http://www.lifescience.mext.go.jp/files/pdf/43_137.pdf; MEXT, MHLW, and METI:
Ethics Guidelines for Human Genome/Gene Analysis Research (2017) (Japanese)
// http://www.lifescience.mext.go.jp/files/pdf/n1432_01_01.pdf; MHLW: Guidelines
for Clinical Research in Gene Therapy and Others (2017) (Japanese) // http://
www.mhlw.go.jp/file/06-Seisakujouhou-10600000-Daijinkanboukouseikagaku

ka/150812_rinrisisin.pdf.

Problemy prava (Issues of Law) founders journal N° 3 (72)/2019




11. Bylaws of the Japan society of human genetics (as amended October 14, 2004)
// https://jshg.jp/e/about/constitution//.

12. Guidelines for genetic testing (2005 August, Associated Society of Genetic Med-
icine) // http://jshg.jp/e/wp-content/uploads/2017/08/10academies.pdf; Genomic
Medicine and Community Medicine (20th March 2002, Japan Medical Association)
// http://jshg.jp/e/wp-content/uploads/2017/08/120702PGx.pdf.

13. Scott Hebbring. Genomic and Phenomic Research in the 21st Century // Trends
in Genetics. Volume 35. Issue 1. 2019. P. 2941.

14. Human Fertilisation and Embryology Act 1990 // https://www.legislation.gov.uk/
ukpga/2008/22/contents; Human Tissue Act 2004 // https://www.legislation.gov.uk/
ukpga/2004/30/contents; Data Protection Act 2018 // http://www.legislation.gov.
uk/ukpga/2018/12/contents/enacted.

15. Nandor Gabor Than, Zoltan Papp. Ethical issues in genetic counseling // Best
Practice & Research Clinical Obstetrics &Gynaecology. Volume 43. 2017. P. 89-97.
16. Rachel Irving, Angus John Clark. Ethical and Social Issues in Clinical Genetics
// Emery and Rimoin’s Principles and Practice of Medical Genetics and Genomics.
2019. P. 327-354.

References

1. Mkhitaryan YU.I., Zabolotnyy I.V. Problemy konstitutsionnogo obespecheniya
deyatel’nosti spetsializirovannykh samoreguliruyemykh organizatsiy na territorii
Rossiyskoy Federatsii // Gosudarstvennaya vlast’ i mestnoye samoupravleniye.
2018. N2 10. S. 3-7.

2. Embryo Protection Act (2011) (German) // http://www.gesetze-im-internet.de/
eschg/.

3. Genetic Testing Act (2009) N2 50/2009 // http://www.eurogentest.org/fileadmin/
templates/eugt/pdf/BackgroundDocDefinitionsLegislationV10-FinalDraft.pdf.

4. Constitution of the German Society of Human Genetics // https://gfhev.de/en/
gfh/constitution.htm.

5. Alan R. Templeton. The Human Genome // Human Population Genetics and
Genomics. 2019. P. 31-64.

6. Position Paper of the German Society of Human Genetics (medgen 12 (2000) 376)
// https://www.medgenetik.de/sonderdruck/en/Position_paper.pdf.

7. DNA Banking and Personal Data in Biomedical Research: Technical, Social, and
Ethical Questions (medgen 16 (2004) 347-350) // https://www.medgenetik.de/
sonderdruck/en/DNA%20Banking_engl_060605.pdf 8. Lu Wang, I. King Jordan.
Transposable element activity, genome regulation and human health // Current
Opinion in Genetics & Development. Volume 49. 2018. P. 25-38.

9. Statement on the Patenting of Human Genes and DNA-Sequences (medgen 9
(1997) 487) // https://www.medgenetik.de/sonderdruck/en/Patenting.pdf.

10. CSTI: Fundamental Principles of Research on the Human Genome (2000) //
http://www.lifescience.mext.go.jp/files/pdf/43_137.pdf; MEXT, MHLW, and METI:
Ethics Guidelines for Human Genome/Gene Analysis Research (2017) (Japanese)
// http://www.lifescience.mext.go.jp/files/pdf/n1432_01_01.pdf; MHLW: Guidelines
for Clinical Research in Gene Therapy and Others (2017) (Japanese) // http://
www.mhlw.go.jp/file/06-Seisakujouhou-10600000-Daijinkanboukouseikagaku
ka/150812_rinrisisin.pdf.

11. Bylaws of the Japan society of human genetics (as amended October 14, 2004)
// https://jshg.jp/e/about/constitution//.

12. Guidelines for genetic testing (2005 August, Associated Society of Genetic Med-
icine) // http://jshg.jp/e/wp-content/uploads/2017/08/10academies.pdf; Genomic
Medicine and Community Medicine (20th March 2002, Japan Medical Association)
// http://ishg.jp/e/wp-content/uploads/2017/08/120702PGx.pdf.

13. Scott Hebbring. Genomic and Phenomic Research in the 21st Century // Trends
in Genetics. Volume 35. Issue 1. 2019. P. 2941.

14. Human Fertilisation and Embryology Act 1990 // https://www.legislation.gov.uk/
ukpga/2008/22/contents; Human Tissue Act 2004 // https://www.legislation.gov.uk/
ukpga/2004/30/contents; Data Protection Act 2018 // http://www.legislation.gov.
uk/ukpga/2018/12/contents/enacted.

15. Nandor Gabor Than, Zoltan Papp. Ethical issues in genetic counseling // Best
Practice & Research Clinical Obstetrics &Gynaecology. Volume 43. 2017. R. 89-97.
16. Rachel Irving, Angus John Clark. Ethical and Social Issues in Clinical Genetics
// Emery and Rimoin’s Principles and Practice of Medical Genetics and Genomics.
2019. P. 327-354.

BAPJIEH Mapusa BuktopoBHa, 4OKTOP IOPUANYECKMX HAYK, OOUEHT, An-
pekTop MIHCTUTYTa acnupaHTypbl 1 AokTopaHTypbl @PrEOY BO «MockoBCKkuUii
rocynapCTBEHHbIV opuanydeckunii yumeepcuteT umenun O.E. KytadpuHa (MITHOA)».
125993, r. MockBa, ynumua CapoBas-KyapuHckasa, gom 9.
E-mail: mvvarlen@mesal.ru

MALLKOBA KceHusa BuktopoBHa, kaHOVOAT OPUANYECKUX HAYK, HaYab-

lMpobnemsbi npasa N° 3 (72)/2019

i
q

rocypnapcteoum o6LwecTBo

KoHctutyums,

™



rocynapcTeo v o0LWEecTBo

KoHcTuTyuus,

-

HUK ynpaBneHus mexayHapoaHoro cotpyaHudectsa @rb0Y BO «MockoBckuii
rocyaapCTBEHHbIV opuanydeckuii yumeepcuteT umenn O.E. KytadpuHa (MITHOA)».
125993, r. MockBa, ynuua CapoBasa-KyapuHckasa, gom 9.
E-mail: kvmashkova@mail.ru

3EHWUH Cepreii CepreeBud, kaHoMaaTt lopuan4eckmx Hayk, AOLEHT, An-
pekTop Hay4yHo-uccnegmoBaTtenbckoro nHctutyta @re0Y BO «MockoBckuin
rocynapcTBeHHbIN lopugndecknin yHmsepcutet nmeHm O.E. KytaduHa
(MIHOA)»BeayLLNIA HAYYHbIN COTPYAHUK Kadenpbl TEOPUN rocynapcTea 1 npa-
Ba, KOHCTUTYLIMOHHOIO 1 aaMUHUCTPaTuBHOro npasa PrAQY BO «HOxHo-Ypanb-
CKWNIA TOCYOAPCTBEHHbIA YHUBEPCUTET (HaUMOHaNbHbIA NCCAenoBaTeNbCKNM
yHuBepcuteT)». 125993, r. MockBa, ynuua CapgoBas-KyapuHckas, oom 9.
E-mail: zeninsergei@mail.ru

BAPLUL, AHpu JIbBOBUY, KaHOMAAT IOPUOMNYECKMX HAYK NpenoaasaTesb
kadenpbl KOHCTUTYLIMOHHOIO 1 MyHUUMnansHoro npasa ®re0Y BO «MockoB-
CKWNIA rOCy0apCTBEHHbIN opuandecknin ynmsepcutet umenun O.E. KytaduHa
(MTHOA)». 125993, r. MockBa, ynuua CapoBasa-KygpuHckasa, gom 9.
E-mail: a.l.bartsits@mail.ru

CYBOPOB leopruit Hukonaeeu4, npopektop no obuimm Bonpocam Aka-
OeMum nocTannaomMmHoro obpasosaHusa GenepanbHOro rocygapCcTBEHHOIO
OoXETHOro yupexaeHus «PenepasnbHblii HaYYHO-KIMHUYECKNT LLEHTP Creum-
aNN3nNpPoBaHHbIX BUAOB MEANLIMHCKOM MOMOLLN U MEOULMHCKUX TEXHONIOTUIA
denepanbHOro Mmeauko-6uonornyeckoro areHtcTea» . 125371, r. Mockaa,
Bonokonamckoe wocce, gom 91. E-mail: ipk6019086@yandex.ru

VARLEN Maria Viktorovna, Doctor of Law, Associate Professor, Director of
the Institute of Postgraduate and Doctoral Studies, Moscow State Law University
named after O.E. Kutafin (MGUA). Sadovaya-Kudrinskaya Street 9, Moscow,
125993. E-mail: mvvarlen@msal.ru

MASHKOVA Ksenia Viktorovna, PhD in Law, Head of the International
Cooperation Department, Moscow State Law University named after O.E. Kutafin
(MGUA). Sadovaya-Kudrinskaya Street 9, Moscow, 125993.
E-mail: kvmashko-va@mail.ru

ZENIN Sergey Sergeevich, PhD in Law, Associate Professor, Director of
the Research Institute of the Federal State Budgetary Educational Institution of
Higher Education Moscow State Law University named after O.E. Kutafina
(MGUA) leading researcher at the Department of Theory of State and Law,
Constitutional and Administrative Law of the South Ural State University (National
Research University). Sadovaya-Kudrinskaya Street 9, Moscow, 125993.
E-mail: zeninser-gei@mail.ru

BARTSITS Henri Lvovich, PhD in Law, Lecturer at the Department of
Constitutional and Municipal Law, Moscow State Law University named after
O.E. Kutafin (MGUA). Sadovaya-Kudrinskaya Street 9, Moscow, 125993,
Moscow. E-mail: a.l.bartsits@mail.ru

SUVOROV Georgy Nikolayevich, Vice-Rector for General Issues of the
Academy of Postgraduate Education, FGBY FNKC FMBA Russia. 125371,
Moscow, Volokolamskoe shosse, 91. E-mail: ipk6019086@yandex.ru

Problemy prava (Issues of Law) founders journal N° 3 (72)/2019




