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AHHOTanusA. MenuKo-TeHeTHYeCKoe KOHCYIbTHPOBAaHUE SBIAETCS c(epoil BEICOKOTEXHOO-
THYHOI MEIUIUHEI, Pa3BUTHE KOTOPOI MOPOXKIAET MHOKECTBO 3THKO-TIPABOBBIX ITPOOIIEM, CBA3aHHBIX
IpexJe BCEro co crnenuukoil reHeTuueckux AaHHbIX. Llenb TaHHOU CTaThH 3aK/II0YAETCs B KapTHPO-
BaHUU Npo0seM OMOITHUYECKON periaMeHTalluy 3TOH cdepbl METULUHCKON OMOIY, a TAKKe MOJAX0-
JI0B K UX pemnreHnto. Takoe KapTHpOBaHKE B paMKaX HACTOAIICH CTAaThH OCYIIECTBICHO B paMKax MPUH-
IUITATACTCKOTO MOAX0/a K OMOITHIECKOH permaMeHTalny MeIUINHCKUX MPakTuK. OCHOBHBIE pe3yIb-
tatsl: [loka3aHo, 4TO OMOATHYECKHE IPOOIEMBI I'€HETHIECKOTO KOHCYNBTHPOBAHUS BO3HHKAIOT HE
TOJIBKO B CBSI3H CO CIEIOBAaHUEM OTJEIbHBIM OMOITHYECKUM IPUHIMIAM, HO U B CBSA3U C KOH(IUKTOM
MEX]ly CIeOBaHUEM INPUHIUIAM aBTOHOMHH U OnaroaesHus. [IpeanoxeHo pa3nudaTth Ba U3MEPEHUs
sToro koHnukTa: 1. MHANBHAYyalbHOE, CBS3aHHOE NpPEXKIE BCEro C peanu3aluedl JTHIOM MpaBa He
3HATh O CBOMX HACNIEICTBEHHBIX pHcKax; 2. CeMeiiHOe, CBA3aHHOE C MPOTHBOPEYHEM MEXTy COOIroIe-
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HHEM MeIUIUHCKOM TaiHBI 10 BOJIe KOHCYIbTHPYEMOTO W MOTEHIHATEHBIM OJIaroM oT HH()OPMHUPOBa-
HUSI KPOBHBIX POACTBEHHMKAX MAIMEHTa O, BO3MOXHO, UMEIOIIUXCS Y HUX HACJIe[CTBEHHBIX PUCKAX.
BriBozel: PaccMOTpeHHBIE B CTaThe MOAENU Pa3pelleHuss OMOITUYECKUX KOJIM3UI BHICBEUUBAIOT HO-
BbIE aCIIEKThl 3HAYEHHs NPHUHIUIA aBTOHOMHMU. B KOHTEKCTE reHEeTHYEeCKOro KOHCYJIBTHPOBAHUS OHH
MO3BOJISIIOT NIOHUMAaTh ABTOHOMMIO HE KaK BO3MOKHOCTb HE-BMELIATEIbCTBA, HO KAK BO3MOXKHOCTb
KOHTPOJISL 33 PACIOPsDKEHUEM T€HETUYECKUMM JaHHBIMU. IIpu 3TOM B KOHTEKCTE PEryJIUpOBaHHS HX
nepesayl ¥ pasrilalleHust MOXKeET ObITh yUTE€Ha U aBTOHOMHUS WICHOB CEMbU NAIUEHTa.

KiroueBble cjioBa: 6I/IO3TI/IKa, MPUHOUIIBI, TCHETUYCCKUE JaHHBIC, pasrjiallCHUE, aBTOHOMMUS,
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Abstract. Genetic counseling is a field of high-tech medicine, and its development gives rise to
many ethical and legal problems associated primarily with the specifics of genetic data. The purpose of
this article is to map the problems of bioethical regulation in genetic counseling, as well as approaches to
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their solution. To structure the problem field, a principlist approach was chosen. Main results: It is shown
that bioethical problems of genetic counseling arise not only in connection with adherence to separate bio-
ethical principles, but also in connection with the conflict between the principles of autonomy and benefi-
cence. It is proposed to distinguish two dimensions of this conflict: 1. Individual, associated primarily with
the exercise by a person of the right not to know about his/her hereditary risks; 2. Family, associated with
the contradiction between the observance of medical secrecy (as part of autonomy) and the potential bene-
fit from informing the patient's relatives about their possible hereditary risks. Conclusions: The models for
resolving bioethical collisions highlight new aspects of meaning of autonomy. In the context of genetic
counseling, it is possible to understand autonomy not as non-interference, but as an opportunity to control
the disposal of genetic data. At the same time, in the context of regulating this disposal, the autonomy of
the patient's family members can also be taken into account.
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BBenenune

MeauKo-reHeTHYECKOe KOHCYJIbTHPOBAHUE 3aHMMACT [ICHTPAIbHOE MECTO B Psi-
Iy TPaKTHK, B paMKaX KOTOPBIX Pa3BUTHE HOBBIX OHOMEIHMIIMHCKMX TEXHOJIOTHH MO-
KET 0Ka3aTh MPSIMOE BIIUSIHUE HA YKU3Hb «JTFOJICH C YIIUIBD — IMAIMEHTOB U WICHOB MX
cemeii. MHdopMaIms 0 reHETHYECKHX PUCKaX M IATOJOTHIX OTAEIHLHOTO MHIWBHIA
MOYKET OKa3aThCs PEJIEBAHTHOM ISl MHOJKECTBA €To/ee KPOBHBIX POJCTBEHHUKOB, Y KO-
TOPBIX MOT'YT OBITH OOHAPY)KEHBI CXOXKHE TeHETHUECKHE 0COOEHHOCTH. BmecTe ¢ Tem
pasriamieHue 3Toi HHGOPMAIIMH MOKET IIOCTABUTh IO/ YIPO3y aBTOHOMHMIO ITaI[HEHTA:
COOJTIO/ICHIE MEUITMHCKOMN TAMHBI U TIPABO WHIUBHIA PACTIOPSIKATHCS TAHHBIMHU O CO-
CTOSIHUH CBOETO 37I0POBbsI [0 COOCTBEHHOMY YCMOTPEHHIO. JIaHHBIC STHKO-IIPABOBHIC
PHCKH CTaJIM IIPEAMETOM OOCYKIEHHS €Il Ha 3ape pealu3aiuy npoekTa «I eHoM de-
JIOBEKa», HAMIPABICHHOTO Ha OMpeeICHHE HYKICOTHIHOW MMOCIICI0BATEILHOCTH €0~
Beueckoro remoma (Andrews, Fullarton & Holtzman et. al., 1994). Ceroans, B «ocT-
TEHOMHYO 3TI0XY», Korja cdepa MEIUIMHCKOTO MPUMEHCHHUS TCHETHYECKUX TEXHOJIO-
Ui CTajia ropasjio MIMpe, 3TH PUCKH BBITIISAAT O0JIee aKTyaTbHBIMH.

HanpoHansHbIe CHCTEMBI OHOTHYECKOTO M MIPABOBOTO PETYIMPOBAHMS M Ca-
MOPETYJIHNPOBAHUS TI0-Pa3HOMY PEIIAIOT MPOOJIeMy pasrilallieHus TeHETHIECKUX JaH-
HBIX KaK CaMHM MaI[MeHTaM, TaKk U UX KPOBHBIM POJICTBCHHUKAaM. B HacTosieit cra-
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Th€ MBI PACCMATPUBAEM JTU MPOOJIEMBI B CBETE OCHOBHBIX NPUHIIUIIOB OMOITHKU.
OcCHOBHas KOJUIM3US Pa3BOPAYUBAETCS U3 MPOTUBOPEUUS MEXITY CIEAOBAHUEM IIPUH-
Uy OJIaroJIesiHUsl B OTHOIIICHUH ITAIIMEHTOB U UX POJCTBEHHUKOB M OpUEHTAIIMEH Ha
aBTOHOMUIO ManeHToB. Kak Oyaer moka3zaHO HUKE, B MEIMIIMHCKON T€HETHKE 3TOT
KOH(JIMKT TPUHITUTIOB UMEET Cpasy JBa M3MEPEHUS: WHIWBHUIYyATBHOEC U CEMEHOeE.
ITonxoasl K pa3pelIeHUIO 3THX KOJUIM3WWA MPEeAyCMaTpUBAIOT Pa3HbIE KOHIENTYal-
3allMd OTHOUICHWH MEXAy MpHUHLMIAMHU OnarofestHus U aBToHoMHH. OJHaKO, Kak
OylleT MoKa3aHo B 3aKIFOUYEHWH, MHOTHE MOJIEIH STUYECKOTO PETYIUPOBAHMS MEIH-
KO-TEHETHYECKOTO0 KOHCYJIbTUPOBAHUA MPEINOIaraloT BHECEHHE HOBBIX ACIEKTOB

CMBICTIA B KJIFOYEBOM OMOATHUYECKUI KOHIIENT aBTOHOMHUK®.

Cneuml)mca TCHETHYCCKHUX JAaHHbIX

Ho mepex Tem kak HayaTh pacCMOTpPEHHE NMPUHIMIAIHCTCKHX JHUCKYCCHI,
HE0OXOMMO MPOSICHUTH CHEU(UKY CaMOTo TpeMeTa ITHIECKOTO PeryIHpOBaHII —
reHeTndyeckor mHpopmarmu. KirroueBoil ee XapakTepUCTUKON SBISIETCS ee mepenada
MOTOMKaM MHIUBHJA. ['eHeTHYeckre OCOOCHHOCTH YelIOBEKa C BBICOKOW BEpPOSTHO-
CTBIO YHACIJIEZIOBAHBI UM/EI0 OT OMOJIOTHYECKUX POJUTENCH U MOTYT OBITh YHACIIEHO0-
BaHbl TIOTOMKAaMH. A CXOJHBIC HACJIEICTBCHHBIC NPU3HAKK MOTYT HAOIIOAATHCS
y MOOBIX KPOBHBIX POJICTBEHHUKOB UHIMBUAA. OnpeneneHusi, TaHHbIe TeHETUIeCKUM
nannsiM Coserom Espomnsr (Council of Europe Recommendation No. R(97)5)*
u IOHECKO B konne 1990-x — nagane 2000-x rozoB, B caMoM 0OIIEM BHJIE OTMe-
YalO0T UX OTHOIIEHHE K HACIeICTBEHHBIM/HACIIEyeMbIM XapaKTepHUCTUKaM WHANBHUIA
(International Declaration on Human Genetic data, UNESCO).

Onpenenenue, nanHoe B O01EeM peryiaMeHTe 3allUThl IEPCOHANBHBIX JaHHBIX
EBponeiickoro Coro3a noJuepKHBaeT, YTO TEHETUYECKHE JaHHBIC SBISIOTCS Pe3ylib-
TAaTOM aHaJlInu3a OMOJIOTMYECKOro o0pas3lia M OJHO3HAYHO MOTYT OBITh NPUUYUCICHBI
K MepcoHa bHbIM daHHbIM (usndeckoro jauna (EU General Data Protection Regula-
tion, Art. 4 para 13)°. Takxe B ONpesICICHUN CONEPKUTCA BAKHOE YTOYHEHHE, YTO

3 TIpo6iemMa B3aMMOOTHOIIEHHUI OHOITHYECKOTO M MPABOBOTO PETYITHPOBAHUS B cpepe METHIMHCKON TeHe-
THUKH, HCCOMHCHHO, 3aCIy’KUBACT JACTAJIbHOI'O paCCMOTPCHUS B OTIIEJII;HOﬁ Hy6III/IKaIII/II/I. HOSTOMy B HaCTOsA-
I.Ileﬁ CTaThC OTa TEMaA HE IMOJYYacT CaMOCTOATEIILHOI'O pa3sBUTHUA, IIPU 3TOM aBTOPbI, OTTAJIKUBAsACH OT IMPUBEC-
JCHHBIX HUXKE PE3YJIbTATOB, INTAHUPYIOT IIPOJOJIKUTH pa60Ty B OTOM HaIIpaBJICHUU.

4 Council of Europe (CoE) (2008). Explanatory report: Additional protocol to the convention on human rights
and biomedicine, concerning genetic testing for health purposes. Ethics. 30(5). 435-439. CETS 203 — Hu-
man Rights and Biomedicine (Protocol), 27.X1.2008.

5 [Tonuoe omnpeneneHue U3 IEPeBOa STOTO JOKYMEHTA HAa PYCCKHH A3BIK BBINILAMT CJIELYIOIIUM 00pa3zoM
«nog TCpMUHOM “IeHeTHYCCKHEC ,I[aHHI)Ie” IOHUMAKTCA NEPCOHAJIBHBIC JaHHBIC, KaCarolUeCs yHacJIeaA0BaH-
HBIX HUJIN HpHOﬁpeTeHHLIX TCHETHYCCKUX XapaKTCPUCTUK (1)I/ISI/I‘<IGCKOFO Jina, KOTOPbIC MPEAOCTABIIAIOT YHHU-
KaJIbHYIO I/IH(bOpMaL[I/IIO o (bH?,PIOJ'IOFI/II/I WM 3I0pOBLE YKa3aHHOT'O (1)1/131/1‘{601(01“0 Jiiga U KOTOPLIC ABJIAIOTCA
pe3yjabTaToOM, B 4YaCTHOCTHU, aHaJIU3a OHOJIOTHYECKOT0 o6pa3ua COOTBETCTBYIOLIETO d)HSPI‘{eCKOFO JIALa».
(OO6muit permaMeHT 3alIUTHl IEPCOHANBHBIX AaHHBIX EBponeiickoro coro3a (Ilocranosnenue EBpomeiickoro
Coroza 2016/679). Ilep. ¢ aHri., HeM., moi., ¢p. nox pen. C. Bopounkesuua). JJocrymnHo: http://base.garant.ru/
71936226/1h93¢134b90c6071b4dc3f495464b753/ (nara obpammenus: 01.12.2020).
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TeHETHYECKHEe OCOOEHHOCTH HE BCErZla OKA3bIBAIOTCS YHACJEJIOBaHBI OT POAUTENIEH
UH/IMBUJA, HO MOTYT OBITh NIPHOOPETEHBI UM, TO €CThb BO3HUKHYTh B XOJ€ OMOJIOIHU-
YecKOM XM3HM opranu3ma. OJHAKO M 3TO OIpEeJesIeHHE HEJb3s HA3BaTh IOJHBIM
C TOYKH 3pEHMs €ro UCIOJIb30BaHMs AJIs IPEJOTBPALIEHUS STUKO-IIPABOBBIX PUCKOB,
CBSI3aHHBIX CO COOpOM, XpaHeHHeM, OOpabOTKON M pasriIalieHHeM TeHETHYECKUX
JaHHBIX. ABTOPBI perjaMeHTa MOJYEPKUBAIOT, YTO 3TH JaHHbIE «PACKPBIBAIOT YHU-
KaJbHYI0 HHPOPMAIUio 0 (GU3MOIOTHH WIIH 340POBhE uenoBekay. OnHako o6paboTka
9TUX JAHHBIX [103BOJIET MOJIY4YUTh MH(OPMAIMIO 00 3THUYECKOW MPHUHAMIE)KHOCTU
WH/MBUA, €ro/ee OMOIIOTHYEeCKOM POJICTBE M MPOUCXOXKICHUH, BKIIIOYAs, HAIIpUMep,
(bakThl 0 OIU3KOPOJICTBEHHBIX Opakax WM MHIIECTe cpeau ero/ee mpeakos (lzhevskaya,
2015). HecaHKIIMOHMPOBAaHHOE PACKPHITHE ATUX CBEJICHHWH, HANpPSIMYIO HE OTHOCS-
mmMxcs K OMOMEIUIIMHCKUM XapaKTePUCTHKaM JIMIA, TAKKEe MOXHO MPUYHCIUTH
K HapymeHUsIM 0€30MacHOCTH IePCOHANBHBIX JAHHBIX.

Kpome Toro, renernueckue 1aHHbIE HE BCETJa CBUIETEIBCTBYIOT TOIBKO O TeE-
KYyILIEM COCTOSHUH 37I0pPOBbsI HHIMBH/A, HO TTO3BOJISIIOT OLEHUBATh PUCKH BOSHUKHOBE-
HUS PsAZia IATOJIOTHH ¥ BO3MOYKHBIE PEAKLIMKM Ha IPUMEHEHUsI JIEKapCTBEHHBIX CPEACTB.

Wrak, reHeTnyeckre JaHHBIE UMEIOT JBE CIEHU(PHUECKHE YepThl, KOTOpPHIE
Ipo0OJIeMaTU3UPYIOT OOpallleHue ¢ HUMU. Bo-iepBbIX, UX MHTEpIpETALUs MOKET II0-
POINUTH 3HAHUE O 3HAYMMOM JUIS MHAMBHIA NMPOUUIOM (4aCTO HEU3BECTHOM JUIS HE-
rO/Hee) UM O BO3MOXXHOM OTAAJ€HHOM OynyuieM. Bo-BTOpbIX, reHeTH4ecKue JaH-
HbIE 00JIaAI0T CEMEHHBIM XapaKTEePOM.

Wnmoctpanuei cio)kKHOCTH 3TUKO-IIPABOBOM peryIaMEHTalMU OOpallleHus C re-
HETUYECKMMH JaHHBIMU MOXET CITy’KHTh OTCYTCTBHE €IMHOTO PEryJHUpPOBAHUS y KPYII-
HEeHIero XpaHwinila reHeTHYecKol nHpopman — MexXTyHapoIHOM 6a3bl TaHHBIX
HYKJICOTUAHBIX mocienoBarenbHocTeil (International Nucleotide Sequence Database
Collaboration). Bxoasmue B Hee OMOOaHKH PYKOBOACTBYIOTCSI HALIMOHAJIBHBIM 3aKO-
HOJIATETILCTBOM IIPH cOOpe, XpaHEHUH U Tepesiaye TeHeTHUeCKUX AaHHbIX. Cama ke
CeTh CIIY>KUT TOJBKO MH(POPMAIMOHHOW IUIONmaaKoi (xocrom) ux obmena (Karsch-
Mizrachi, Takagi, Cochrane, 2018).

HpOﬁJ’leMLI CJeJ10BaHUA OCHOBHBIM NNPHHIUIIaAM OHOITHKH

B cBs131 ¢ 0003HaYEHHBIMH BBIIIE OCOOEHHOCTSIMH F'€HETHYECKHUX JTAaHHBIX PEry-
JATUBBI OMOITUKH, HA OCHOBE KOTOPBIX JODKHO NMPOUCXOAUTH B3aUMOACHCTBHE MEXTY
BpAuOM U MAIMEHTOM, OKa3bIBAIOTCS HE BHITIOTHUMBIMU B TIONTHOM Mepe. [lox atumu pe-
TYJISITUBAMH UMEIOTCs B Buay copmynupoBanubie T. buuammom u J[x. Yunapeccom
YeThIPe OCHOBHBIX IMPUHIUIIA MEAUIIMHCKOW STHKH, CTaBIINE KIACCHUECKUMU: TIPHH-
LU «HE HABPEM», IPUHIIMII «IeJail 01aroy, MPUHINT yBaKEHUS aBTOHOMHH Talld-
eHta u npuHIUn crpasemmmBoctu (Beauchamp, Childress, 2013). ITo3xe oxu ObLTH
JIOTIOJTHEHBI TaK Ha3bIBaeMBIMU «TIpHHIMTaMH Kemmay, pa3paboTaHHBIMH B XO€ HC-
CIIEIOBATENILCKOTO TpOeKTa EBpoKOMHCCHH, a UMEHHO MPUHIMIAMHU JOCTOWHCTBA,
[IEJIOCTHOCTH | ySI3BUMOCTH denoBedeckoit muunoctu (Rendtorff, Kemp, 2000).

OcranoBumcs nojipoOHee Ha TpaHc(hOopMaul OMOITUIECKHUX ITPUHIIUIIOB B PaM-
KaX MEeIMKO-TeHETHUECKOTO KOHCYJIbTHPOBAHUSI.
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Ilpunyun «ne nagpeou»

Wrak, onpenenuM, KOMy U B KaKMX CHTyallUsX MOXET ObITb HaHECEH Bpen?
C oaHOI CTOPOHBI, BpPEJ MOXKET ObIThb HAHECEH HEKOMIIETEHTHBIMU JIEHCTBUAMU CO
CTOPOHBI MEIUIIMHCKOrO IMepcoHana (HEKOPPEKTHOE MPOBEJEHHUE JAUArHOCTUYECKUX
IpoLelyp, HEBEPHAsl HHTEPIPETALUs MOTYIESHHBIX pPe3yJIbTaToB), C APYroi CTOPOHBI,
HEYMEHHUEM B JJOCTYIHOH (popMe coOOLIUTh YenoBeKy HH(DOPMALIUIO O €ro 340POBbE,
BO3MOXKHBIX PUCKAX U T.[I., @ TAKXKE BBICTPOUTH JOBEPUTEIBHBIE OTHOLIEHUS C MallU-
eHTOM. [IoMMMO 3TOro NpUHLMII «HE HABPEAW» MOXKET HE BBINOJIHATHCS IO MPUYU-
HaM, HE 3aBHCALIMM OT Bpauya: B CUTyallUM HEKEJIaHMs MalHeHTa COOOILUTH POJ-
CTBEHHMKaM MH(OPMAIMIO O HAJINYMU FeHETHUECKUX M3MEHEHHH Bpad CKOBaH Ipa-
BOBBIM 3allPpETOM Ha pasIiialleHne UHGOPMaIUK, COCTABISIONIEH BpaueOHyIO TaiiHy,
YTO MOKET IMPUBECTH K HACTYIJICHUIO HEOJIArONpPUSATHBIX MOCIEACTBUH, BIUIOTH 10
CMEPTHU JPYTHUX YIEHOB CEMbH, KOTOPBIE TAKXKE SBIISAIOTCS HOCUTENIAMH MyTaluu. Ta-
KUM 00pa3oM, Mbl CTAJKHUBAeMCs C NMPUHIUIMAIBHO HOBOM JmiieMMOH, TpeOytolei
OCMBICJIEHHUS U BBIPAOOTKU MO3ULIMY, KaK JIeHCTBOBATh Bpauy B CUTYallUU HEXEJIaHUs
NalyeHTa coood1aTh poJACTBEHHUKAM O HAJMYUM F€HETHUECKOW MyTalluu, U C TOYKU
3peHUs 3TUKH, U C TOUKH 3PEHUS IIPaBa.

Ipunyun «denait 61az20»

[MpuHnmn «aenait 61aro» TpancHOpMUPOBAJICS HA TPOTSHKEHUN HCTOPUU de-
JIOBEUYECTBA, HAXOIUIICS B 3aBUCHMOCTH OT MOPAJIbHBIX YCTOEB OOIIECTBA, & TAKKE OT
YPOBHS Pa3BUTHS MEAUIIMHCKOW HAYKU U MPAKTUKU. CII0KHOCTh peau3alliy JaHHO-
ro MPHUHIMIA B CUTYallUl T'€HOJIUArHOCTHUKU O0YyCIOBICHAa HEOOXOIMMOCTBIO OIpe-
JeNieHnst, 0 OJlare Kakoro cyObeKTa UAeT peub: 0 OJjiare manreHTa, HermoCcpeJACTBEHHO
oOpaTHBIIErocsi B TeHETUYECKYIO Jab0paTopuio, WM, HapUMep, 0 Oyare ero po/-
CTBCHHUKOB, UJIN O6HICCTBa B HCHOM? B HACTOANICC BPpEMSA HE BbI3BIBACT COMHCHUS,
410 OJIaro MHAMBUAA JOJDKHO CTOSATH BBIIIE OJara oOIIecTBa B LIEJIOM, YTO 3aKperuie-
HO B psJie MEKIYHAPOAHBIX JOKyMeHTOB’. OJHAKO BOMPOCH COOTHOIIEHHS Grara
nanmyeHTa U €ro poOACTBECHHHUKOB MNpPHU MEIAUKO-TCHETUYCCKOM KOHCYJIbLTUPOBAHUUN
HaXOJISITCS B HACTOSIIEE BPeMsI BHE ITUKO-TIPABOBOTO PETyTHPOBAHHS.

Ilpunyun aemonomuu 1uuHOCMU

CYH_[HOCTB 9TOr0 IpUHIUIIA 3aKIHOYaCTCA B TOM, 4YTO JIMYHOCTH OGJ’IHI[aeT
CBO6OI[Oﬁ H IMPpaBOM Ha CaMOOIIpCACICHUC, B TOM YHCJIC IIPAaBOM Ha PACIOPAXKCHUC
CBOEHM KU3HBIO U 300POBbBEM. B CUTyallun MCIUIIHUHCKHUX I/ICCJ'ICI[OBaHI/II\/'I HHUKaKHe

6 B YaCTHOCTH, BO BTOpOfI CTaTheC ((KOHBGHHI/II/I O 3alIuUTe IpaB U JOCTOMHCTBA YCJIIOBCKA B obacti 6I/IOMC,I(I/I-
IIUHBI. KOHBCHI WA O 6I/IOMeZ[I/IL[I/IHe U IpaBax 4€JIOBEKa» rOBOPUTCH, YTO «MHTEPECHI U Guaro OTJACJIIBHOT'O YCJI0-
BCKa NPEBAJIMPYIOT HAa UHTEPECAMU 06IJ_ICCTBa WM HAYKW» (KOHBGHLII/IYI 0 3alIMTE MpaB Y€JIOBEKA U YCI0BEYC-
CKOT'O JIOCTOMHCTBA B CBSI3U C IPUMEHEHUEM JOCTIDKEHUH OMOJIOru 1 MequLUHbL: KOHBEHIMS 0 MpaBax 4elo-
Beka U Ouomenuuune (ETS N 164) (3axmouyena B r. OBbeno 04.04.1997) (¢ usm. ot 27.11.2008). docrymnHo:
https://www.coe.int/en/web/conventions/full-list/-/conventions/treaty/164 (nata o6pamenns: 01.12.2020).
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BMEIIATEJIbCTBA HEJb3sl IPOBOIUTH 0€3 Cornacus MalUeHTa, a TaKXKe MalueHT UMeeT
[IPaBO HE 3HATh O COCTOSHUM CBOErO 340pOBbsi. OTMETUM, UTO MPUHATUE TOTO WIU
MHOTO PELICHUs NAllMEHTOM 3aBUCUT OT MHOTUX (DAaKTOPOB, OJTHUM U3 KOTOPBIX SIBJISI-
eTcs JIOCTH)KEHUE IPUBEPKEHHOCTU K JICYEHHUIO, KOMILJIAGHTHOCTH OJarojaps Bbl-
CTPOEHHOMY AMAjJOry MEXJy BpauyoM M HauueHToM. JloBepuTenbHbIE OTHOILEHHS
MEX]ly YKa3aHHBIMU CyOBEKTaMHU HEBO3MOXKHBI 0€3 MPe0CTaBICHUS MIPABIUBON HH-
(opmanuu Kak co CTOPOHBI Bpaya, TaK U CO CTOPOHBI MmanuenTa. Ha npaktuke npuH-
IIUI aBTOHOMHUH pEaM3yeTcsi MyTeM NOANHUCAHUS HH(OPMHUPOBAHHOTO COTJAcus,
B KOTOPOM yKa3aHbl LIEJIM NMPOBOJUMBIX MaHMITYJISILUM, 00bEKT 3a00pa, BO3MOKHbIE
PHCKHU IIPH NPOLIETYPE U3bATUs OMoMaTepuana, Crocoobl odecreueHust KOHPUIAESHIH-
aJIbHOCTH, NOPAJOK OT3bIBa coryacus U T.4. [IpaBuino HHGOPMHUPOBAHHOIO COTIACHS
MOJpa3yMeBaeT HEOOXOAMMOCTb IOIY4EHHUS! NMUCBMEHHOIO COIVIacUsl OT MHalUMeHTa
WK €rO 3aKOHHBIX IPEACTaBUTEIECH Ha OCHOBE MIPEABAPUTEILHOIO MOIYyYEHHUs HEOO-
XOAMMOM U J1I0OCTaTOYHOM MH(OpMAIMK B CUTYyallul BMELIATEIbCTBA B IICUXO(pU3UYe-
CKYIO 1IEJIOCTHOCTb Y€JIOBEKa B T€PANEBTUUECKUX W/MIM 3KCIIEPUMEHTAIbHBIX LENSIX.
Kak 0bu10 OYEepKHYTO BBbILIE, (UK TeHETUYECKOH HH(POPMALIUU 3aKITI0YAETCs
B TOM, YTO €€ HOCUTEJIEM SIBJISIETCSl HE OJMH KOHKPETHBIN YEIIOBEK, a BCA CEMbs, OJI-
HAKO Ha JIAHHBI MOMEHT pa3paboTaHa TOJbKO (OopMa MHAWBUAYAIEHOTO MH(DOPMU-
POBaHHOI'O COIVIacHsl, HE MpeArNojaramonas HU MPeJBapUTEIbHOIO COTJIaCUs POA-
CTBEHHMKOB Ha IPOBEJECHUE I'€HETUUECKOI0 TECTUPOBAHMS, HU COOOIEHHS UM O IO-
Jy4eHHBIX pe3yabrarax (Bryzgalina, et al., 2018).

Ilpunyun cnpaseonusocmu

OTOT NPUHIMII 03HAYAET BO3MOXKHOCTh PABHOTO JAOCTYIA K T€HETUUECKOMY HUC-
CIIe/I0OBaHMIO, 00ECTIEYUTh KOTOPBI MOKHO TOJIBKO B paMKax IPOrpaMM rocyaapCTBEH-
Horo 37paBooxpaneHus. B cratee 51 @3 Ne 323 ot 21 nHos6ps 2011 «O6 ocHoBax
OXpaHsl 370p0Bbs rpaxaad B Poccuiickoit denepanymy nNepedrciIeHsl CUTyaluu, Koraa
MEIMKO-TeHETUIECKOe KOHCYJIbTHPOBAHNE MOXKET OCYILECTBISATHCS O3 B3UMAHUS IIjIa-
ThI, OZIHAKO OHU CBS3aHbl UCKIIFOUYNUTEIILHO C BOIIPOCAMU IUIAHUPOBAHUS CEMBH, MPETY-
NPEXICHUST BO3MOXKHBIX HACJIEACTBEHHBIX U BPOXICHHBIX 3a00JICBAHUI y IMOTOMCTBA.
Bo3MOXHOCTD TONMydeHust OeCIIaTHON KOHCYJIBTAllMd W IMPOBEICHUS TECTHPOBAHUS
B JPYTUX CIy4YasX B 3aKOHE HE MPEAYCMOTPEHBI, UTO HE MO3BOJISIET PEATM30BaTh MPHH-
LI CIIpaBeTMBOCTH B mojiHOM Mepe (Romanovskaya & Bezrukova, 2014).

Hpuuuunbl ueaocmunocmu, yazeumocmu, 00CmouHCcmea

[Tpuniunel, pa3paboTaHHBIE B XO0Jl€ MCCIIENOBATENILCKOr0 MpoekTa EBpoko-
MHCCHH, aKTyaJIbHbI JIJId MCI[I/IIII/IHCKOﬁ TEHCTHUKHW HC MCHCC, UEM UIA JPYrux o00ma-
cTel MeauuuHbl. [IpUHIIMN JOCTOMHCTBA YeJIOBEKa MOMYEPKHUBAET OCOOBIM CTaTyc
4eJI0BeKa, OTACISIOIIErO €ro 0T OCTANbHBIX OMOJIOTHUECKUX BHIOB. B pamkax mpuH-
LIUMa IEJOCTHOCTH YTBEPXKAAETCS, YTO MEJULUMHCKHE MAHUIYJSALUUA HE JOJKHBI
MPUBOJUTH K MOTEPH CaMOUAEHTU(HUKALUY INYHOCTH, a TAKXKe MOJUEPKUBACTCS, YTO
MOMHUMO OHOJIOTHYECKOTO aclekTa 3a00sieBaHNs HEOOXOJUMO YyUUTBIBaTh OCOOCHHO-
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CTHU 61/10rpa(1)m1 YCJIOBCKA, €ro mnepeKuBaHusd, MaMsATb O 3HAYMMBbBIX KU3HCHHBIX CO-
OBITHSX. HO,I[ YA3BUMOCTBIO, C OJIHOM CTOPOHBI, TIOHUMACTCA OCO3HAHUC KOHCHYHOCTU
JKHU3HU U €€ XPYIIKOCTH, Tpe6y}0LueI"4 npeaAcCJIbHO BHUMATCIbHO OTHOCUTLCA K JTFOOBIM
MaHUITyJISIUAM, OPOBOAUMBIM HaJl YCJIOBCKOM. C I[perfI CTOPOHBLI, Pa3BUTHUEC MCIU-
OUHBI, B TOM YHUCJIC MCHHHHHCKOﬁ IFCHCTUKH, HAIIPABJICHBI HAa YBCIMYCHUEC IPOOOJI-
JKUTCIIBHOCTHU XKU3HHU YCJIOBCKA C COXPAHCHHUEM €€ Ka4yeCTBaA. BOBpCMSI BbISIBJICHHAA
FeHeTI/I‘-IeCKI/I-O6yCJ'IOBJ'I€HHa$I KapaAuoOMHUOIaTusd U IOJIYUYCHHUEC HeO6XO}II/IMOFO JIcuc-
HUA TO3BOJIICT ITAIIUCHTY B OHpeﬂeHeHHOﬁ CTCIICHU MNPCOJAOJIETL OIPaHUYCHHOCTDH
CBOEH KHU3HH, O6y0]’[0BJ’IeHHy}0 OCOOEHHOCTSIMH T€HETHYECKOIO CTaTyCa 4YCJIOBCKaA,
TEM CaMbIM JICJIasad €ro MCHCC YA3BHUMbIM.

OO0uuii B3rusa Ha KOHQPJIMKT NPUHITUIOB 0J1ar0/IesIHUSI 1 AaBTOHOMM U

Beimie 6111 paccMOTpeHBbI TPOOJIEMBbI IPUMEHEHUS KaXKI0r0 OMOITHYECKOTO
MPUHIUNA B OTAEIBHOCTH. OHAKO HauOoJee CII0KHBIE KOJUIU3UH, «allopuu OMOITH-
KH», B PAMKax 3TMYECKOM pErIaMeHTalud MEINKO-TeHETUYECKOr0 KOHCYJIbTHPOBA-
HUS BO3HUKAIOT B CUTYaIUsIX, KOTAA CIEIOBAHUE OJHOMY IPUHIUITY IPSIMO MJIH KOC-
BCHHO MPOTHBOpEUHT ciepoBaHuto npyromy (Biesecker, 2001). Yame Bcero takue
MIPOTHBOPEYHsT HAOIIOAAIOTCS MEXy OpUEHTAlel Ha OyiaroiessHue U OpHeHTanuen
Ha aBTOHOMHUIO manueHTa. CTOJIKHOBEHHE 3THX NPUHIMIIOB HECHEIM(PUIHO AT Me-
JULUHCKOM T'€HETHUKH, OJJHAKO MMEHHO B paMKaX 3TOH 00JacTH MEAUIMHBI OHO MO-
KET MIPOUCXOAUTH Cpa3y B JABYX IUIOCKOCTSAX. Bo-mepBbIX, yBaxkeHHE aBTOHOMUH T1a-
LIMEHTa MOXKET MPOTUBOPEUHUTH JOCTIKCHHUI0 MaKCHMalbHOrO Onara Juis 3TOTO ke
uHAMBUIA. BO-BTOpBIX, COOMIOAEHNE MEIUIIMHCKON TaliHbl, IPOJAUKTOBAHHOE MPHUH-
LIUIIOM aBTOHOMHUH, MOXET HE IPOTUBOPEUUTH Oarof€siHUI0 B OTHOIIEHUH KPOBHBIX
poAcTBeHHUKOB nanueHTa. CyTb 3TUX KOJUIM3UH OyJIeT pacKphiTa B IByX CIEAYIOIINX
pa3zmenax cratbd. OJHAKO Hepes 3TUM HEOOXOIMMO KOCHYThCs Oosee (hyHIaMeH-
TaJIHBIX JUCKYCCHM 00 OTHOIIEHUSX ABYX HMPUHIMIIOB: ONarofiesiHusi U aBTOHOMUHU.
B coBpemenHoi1 OnosTHKE Hapsay ¢ MPOOIEMON CIeI0BaHMS STUM NPUHIUIAM B paM-
KaxX KOHKPETHBIX MEJUIIMHCKUX MPAKTHK aKTUBHO 00CYXKIAI0TCS M BOIIPOCHI Iepece-
YEeHUH U MPOTUBOPEUHNH MEX Ty COAEpKaHUEM ITUX MPUHIIUIIOB.

W3pamnbckuii cnenuanuct no o6uostuke llnomo Kosn npeanoxui 10BoIbHO
MPOCTYI0 CXEMY, CHCTEMaTH3UPYIOILYI0 (yHAaMEHTaIbHbIE AUCKYCCHM 00 aBTOHO-
muu u Onaronesiauu (Cohen, 2018). O mpeIoKUI TPU MOJESTH OTHOIICHUS MEKITY
9TUKO-TIPAaBOBBIM COJAEPKaHMEM ITUX NPUHLUUIOB. COIJIacHO NMEpBOH, OuUCKpemHou
Modenu, 3HaYEeHUs! IPUHIUIIOB OarofiesiHusl 1 aBTOHOMUH MOJHOCTHIO HE3aBUCHMBI.
To ecTb MOXKHO AenaTh 0yaro, He OPUEHTHPYSICh HA ABTOHOMHIO TMAIMEeHTa, 1 Ha000-
poT. CyTh mpo0seMbl, TAKUM 00pa30M CBOJUTCSA K YCTAaHOBJIEHUIO UEPApXHUM NPHH-
LUIOB JUIl KOHKPETHOrO THUHa cuTyauui. Tak, MEHee KOMIETEHTHBIE MAaI[EHTbI
HYXJIAI0TCS B OPUEHTAIMU Bpada (KOHCYJIbTaHTA) Ha NPUHLUN OsaronesHus, 6oiee
KOMIIETEHTHBIE MPEINOUTYT OOJBIINH aKIEHT Ha aBTOHOMHM — COOJIIOJICHUH HX
IpaBa IPUHUMATh CAMOCTOSATENIbHbIE PEIICHHS.
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Bropas, noryouckpemnas mooens, npeanonaraeT yueT 0JHOTO NPUHINIA IPU
clieloBaHUM Apyromy. Bo MHOrom cienoBaHHe 3TOW MOJEIM 3aUMCTBYET METOMBI
COIMAJIBHOTO MOATAIKUBaHUS («NUAQYE»), OpHEHTUPOBAHHBIC HA STHYECKUE YCTAHOB-
Ku «mbeprapuanckoro narepHaiusma» (Thaler, Sunstein. 2008). Ctpemurcst Kk Mak-
CUMM3aLuy 6yara Juis NaUeHToB C Y4eTOM MX aBTOHOMHUU MOJKHO, CO3/1aBasi BOKPYT
HUX «apXUTEKTypy BbIOOpa». Hampumep, B pamkax mnporpaMm mnpoQHIaKTHKU
HanboJee pacpoCTPaHEHHBIX 3a00I€BaHUI MOKHO PacChUIaTh JIFOASM ITPUTJIAIICHUS
Ha METUIMHCKUN OCMOTpP C yCTAHOBJEHHOW naTtoil m BpemeHeMm. [Ipemmomnaraercs,
YTO MHOTHM OYZET Jierde MoceTUTh KIMHUKY, YeM CBSI3BIBATHCS C HEH pajd OTMEHBI
WK TiepeHoca BU3UTa. IHBIMU cI0BamMU, OMIIKMs, TPEAToaranas JOCTHKEHHE MaK-
CHUMaJIbHOTO OJara, ycTaHaBIMBAeTCS Kak BBIOOp Mo ymomyanuio. Ilpu stom nwmio
uH(GOpPMHUpYETCA U 0 JPYTUX BO3MOXKHOCTSIX.

B Tpetbelt, neouckpemmnoii moodenu, aBTOHOMUS U OJarojiesHue paccMmaTpu-
BAIOTCsI KaK HEOOXOMMBbIE YCIOBUS OCYyILECTBIeHHs Apyr Apyra. C ofHOM CTOPOHBI,
HUKTO HE MOKET 3HATh IEHHOCTH M MPEINOYTEHHs MAI[EHTOB Jy4Ylle HUX CaMHX.
To ectb 61aro oCyIiecTBUMO TOJIBKO Yepe3 OpHEHTAlMI0 Ha aBToHOMUI0. C apyroif
CTOPOHBI, /Ui MEIUIMHBI XapaKTEePEeH Al CUTYaIMii, B KOTOPBHIX BO3MOXHOCTH pea-
JM3aliY aBTOHOMUH OKa3bIBAIOTCS HEMPO3payHbIMU. Peub WeT B TOM YHCiie O Hamu-
€HTax C OTCYTCTBHEM HJIM HapyIIEHUEM CO3HAHUSI.

JlaHHast MOJIeTIb, KaK U JUCKPETHAs, TO3BOJISIET OTAATh OJHO3HAYHOE IEePBEH-
CTBO OJIarofessHUIO WM aBTOHOMHH, HO YK€ He M3-3a OOJIBIIEr0 IEHHOCTHOTO 3HAYCHUS
OJIHOTO U3 MPHUHIIUIIOB, @ UCXO/S U3 MEXaHHKHU OCYLIECTBICHNS 00OMX MPHHIIUIIOB.

Bnaro, ABTOHOMHUSA U MHAUBUAYAJIBbHOC IIPABO HE 3HATH

B uenom tpu mogenu Kosna MoryT ObITh IOMEIIEHBI B OOIIMN KOHTEKCT TOJIHU-
THYECKHX, TIPABOBBIX M ATUUECKHUX /1e0aTOB O COOTHOLIEHHUSX CBOOOBI BEIOOpA M cripa-
BEUTMBOCTH, pealM3yeMOl dYepes3 HalpaBlICHHOE Ha OJlaro BHEIIHEE BMEIIAaTeIIbCTBO
(Kymlicka, 2001). OnHako B KOHTEKCTE COBPEMEHHBIX, BEICOKOTEXHOJIOTUYHBIX, METU-
[IMHCKUX MPaKTHK JaHHbIEe MPOOJIeMbl BOSHUKAIOT B 0CO0OM Kittoue. Tak, B HHIUBHTY-
ATPHOM M3MEPEHNHU KOH(IIMKTA OJIaroJiessHis 1 aBTOHOMHUHU TIPOTHBOPEUUS BO3HHUKAIOT,
B OCHOBHOM, BOKPYT IpaBa HE 3HATh — HE IOJy4YaTh MEAUIMHCKYI0 HH(OpPMAIIIO
0 cobcTBeHHOM reHoMe. Jluckyccuu 00 3TOM mpaBe 00peTaroT 0co00e 3HAUYCHUE B CBETE
MepBOH U3 BBIJCICHHBIX B Hadale 0COOCHHOCTEH TeHEeTHYECKUX JAHHBIX: MX OTHOIIE-
HHE K OyaymieMy ux obiagaresneii Wik K HeM3BECTHOMY I HUX MPOLIIOMY.

C opmHOI CTOPOHBI, «aBTOHOMHS MpEJIoNaraeT WHPOPMHUPOBAHHE O TOM,
YTO pa3yMHBIH yenoBek (reasonable person) xoresn Obl 3HAaTh B JaHHBIX 00CTOSITENb-
CTBax, CJIEI0BATENBHO, 51 00s13aH ObITh nponHpopMupoBan» (Rhodes, 1998). Takas
00513aHHOCTH Bpaya MPeIOCTaBUTh WH(POPMAIUIO MPEANOIaraeT co CTOPOHBI MaIH-
eHTa 00S3aHHOCTH 3HATh O HACJIEJCTBEHHBIX PHCKaXx. B To ke BpeMs aBTOHOMHSA
MaIeHTa MOXKET Mperoarath U MpaBo HE 3HATh O HACJIEICTBEHHBIX PUCKaX, 3a-
KperuieHHoe KoHBeHIMM O TpaBax 4enoBeKa U OMOMETUIIMHE M PACKPBITOE B OTHO-
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HIEHUH K MEIUIMHCKON FeHEeTHKE B mocieayomux koMmmeHnTapusax Cosera EBpornsl
K 5TOMY JIOKYMEHTY .

«[IpaBo He 3HAaTH» OOBIYHO 0OCYKIAACTCS MPUMEHUTEIHHO K TaK Ha3bIBAEMBIM
«CIy4alHBIM HaXOJKaM» — TO €CTb K TOH MH(OpMaIy, KOTopas He KacaeTcs Mpe-
MeTa [EPBUYHON MEIUKO-TEHETUYECKOM KOHCYIbTaluu. «CilydaliHble HaXOAKW» MO-
I'YT CBUJETEIBCTBOBATh O TE€X HACJIEICTBEHHBIX PUCKAX, KOTOPbIE HE MOIJIHU MPEIO-
JOKHTH MAIMEHT WIK Bpady-TeHETHK MUCXOJI U3 aHAIM3a POJIOCIOBHON MaluenTa. 3a-
YacTyI0 BaJMIMPOBAHHBIE CPEJCTBA CHIKCHHMS TaKUX PHUCKOB IOKA HE CO3/aHbI, HO,
ucxons U3 O0ImMX OMOMEIMIIMHCKUX 3HAHWH, CUMTAETCs, 4TO OOIIMe H3MEHEHUS
B 00pase KU3HU CIIOCOOHBI 0Ka3aTh HEKOTOPOE BIHMSHUE HA 00YCIOBICHHbBIE HACIIE-
CTBEHHOCTBIO INMATOJOrMYECKHe IMpolecchl. Bmecre ¢ Tem obmamanue Takoi uHGOp-
MaIed MOXKET OBbITh ISl JIMIA HEeXKENaTeIbHBIM, UCXOs U3 TOTO, YTO aKTyalbHBIN
NICUXOJIOTHUECKUH yIIepO OT ee MOJyuyeHHUs MOXKET ObITh OOJblle MOTEHIMAIbHOTO
Onara ot ee ucnoab3oBanus (Andorno, 2004).

EBponeiickass 1 amepukaHckass Npo(ecCHOHAIbHBIE acCOLUallUU Bpaueii-
TEHETHKOB 0-Pa3HOMY CMOTPAT Ha 3THUYECKOE PEryJIMPOBAaHHE BOIPOCA O «CIIydai-
HBIX HaXOJKax». AMEPHUKaHCKasi KOJIJIETHs] MEIUIIMHCKOW TeHETUKN U TEHOMUKHU CUH-
TaeT, 4yTo 0Jaro MalnMeHTOB, UX POJACTBEHHHUKOB MO3BOJISIOT COOOIIATh HE3AMpPOIICH-
HYIO TTalMeHTaMu WH(POPMAIMIO O BO3MOXHBIX reHeTHdeckux puckax (Green et. al.,
2013). To ecTpb nmenath 3TO MO YMOJYAHUIO — €CIIM MAIIMEHTOM HE BBIPAKEHO HEXe-
JaHue 3HaKOMHTHCA ¢ atumu ceenenusiMu (ACMG Board of Directors, 2015). Espo-
neiickoe oOIIECTBO MEIUIMHCKON M€HETUKH, HAIIPOTUB, NIPUAEPKUBAETCs Oosee pe-
CTPUKTHBHOIO nojaxoja. Ero pexomennanuu mpeanonararorT o0OCyxAeHUE ¢ MalueH-
TOM TOJIBKO Y3KOT'O CIEKTpa FeHETHUECKUX BApUAHTOB, Ubsl CBSI3b C HACJIEICTBEHHbI-
MU maToyiorusiMu xopoimno usydena (Matthijs et. al., 2016).

Psn eBpomelickux CrenMamiucToB MO OMOATHKE paccMaTpUBAIOT 00s3aTEIbHOE
COOOIIIEHNE HE3aNmpOILICHHONW T'e€HETHYECKOH HH(pOpPMAlMyu HIM €€ COOOLIeHHE 10
YMOJTYaHHIO KakK (OPMYy «TEXHOJOTHYECKOTO TMaTepHAIN3May. Takoe yIuemIIeHne
«TIpaBa HE 3HATBHY OHU CBSA3BIBAIOT C MPOU3BOJILHBIM CY)KEHHUEM MOHSATHH pallOHAb-
Horo BbiOopa u Oiara (Saelaert et. al., 2020). B camom kpaitHeM ciiyyae Takas JOTHKa
MO3BOJISIET OCYIIECTBUTH TO, YTO HE MPEAyCMaTpUBaeT HU oJHa U3 Mozeneit Kosna —
OTOX/IECTBJIEHUE IIPABUJIBHO OCYILECTBICHHON aBTOHOMUNY ¢ 0€30rOBOPOYHBIM IIPU-
HATHEM JII000M MEIUITUHCKOM MMOMOIIH KaK HaWIy4Illel cTpaTerun J0CTHKeHus Oara.

Bnaro, ABTOHOMMS U CeMeHHbI| XapaKTeEP TreHETHYECCKUX JTAaHHbIX

B cBsi31 co BTOpOIi U3 BBIJICNICHHBIX B HaYaJle CTaTb 0COOEHHOCTEH reHeTnde-
CKUX JAHHBIX — MX CEMEHHOTr0 XapakTepa — BO3HMUKAET JIPYrol aclekT ITUKO-TIPaBo-

7 Council of Europe (CoE) (2008). Explanatory report: Additional protocol to the convention on human rights
and biomedicine, concerning genetic testing for health purposes. Ethics. 30(5). 435-439. CETS 203 — Hu-
man Rights and Biomedicine (Protocol), 27.X1.2008.
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BBIX KOJUIN3UI. ABTOHOMUS KOHCYJIBTUPYEMOIO MOXKET IIPOTUBOPEUUTH BO3MOKHOCTH
7enaTh 0J1aro ero KpOBHBIM POJCTBEHHHKaM. Bo-niepBbIX, HEOOXOAUMOCTH POHHPOP-
MHUPOBaTh WICHOB CEMbU O BO3MOXHOCTH HAJIMUUS y HUX HACIIEICTBEHHBIX PUCKOB,
Kak [PaBUIIO, JIOXKUTCSI HA IUIEYH KOHCYJIbTUPYEMOro. Bo-BTOpbIX, B paMKax HCIIOJIHE-
HUSI 3TOHM 0043aHHOCTHU MALMEHT HE MOXKET MCIIOJIb30BaTh «IIPABO HE 3HATHY U PUCKYET
CTOJIKHYTBCS CO CTUTMATH3alleil CO CTOPOHBI WIEHOB CEMbH. DTHUECKHE PEKOMEH 1a-
UM TPOPECCHOHATIBHBIX MEJUIIMHCKUX COOOIIECTB Pa3HBIX CTPaH 3a4acTyIO MPOTUBO-
peyar Apyr ApYyry B IUIaHE NPUBEP)KEHHOCTH ABTOHOMHUH MAlMeHTa WIM HMHTEpecaMm
cembu. Hanpumep, pexomenaauu ['epMaHCKoOi accounany Bpauei sIBHO yTBEprKaa-
10T IPUOPUTET MEPBOIL 1aske MPU FEHETUUECKOM KOHCYJIBTUPOBAHUM: «MHTEPEC TPETh-
UX JIMI HUKOT/Ia HE JIOJDKEH NepeBEIINBaTh 3aMHTEPECOBAHHOCTH Bpayda B OJIaronoiry-
unu narmenta»®. B To ke BpeMs GpPUTAaHCKHE PEKOMEHIAIMH O KOH(HIEHIIMATLHOCTH
B MEJIUIMHCKON IPaKTUKE MPEAINOaratoT HaJIMuUe y MalUeHTa «COJIUMAAPHOCTH C JpY-
I'MMH 4ieHaMH ceMbi». OHHU e pPEeKOMEHIYIOT Bpady-T€HETHKY IOIBITaThCS HaIps-
MYIO WIN Yepe3 CeMEHHOTo Bpaya BBIITH Ha KOHTaKT C TEMU YJIEHAMH CEMbU KOHCYJIb-
THPYEMOT0, KOTOPbIE MOTYT HAXOAUTLCS B Ipymme pucka’,

Jpyroii BapuaHT 3THUYECKON KOJUIM3WHA BO3HHUKAET, €CIU B PEUICHUE O Bapu-
aHTaX MUHHMH3ALUN HACJIEACTBEHHBIX PUCKOB MOTYT OBITH BOBJICYEHBI APYTHE Uiie-
HBl CEMbH — KaK IPaBWJIO, POAMTENHN NalueHTa. EBponelickoe KapauoiIorudeckoe
00IECTBO PEKOMEHIYET MPOBOAUTH FCHETHUYECKYIO TUArHOCTUKY PHCKOB CHHApPOMA
yUInHeHHoro uHTepBana QT u karexoJaMUHEPrH4ecKol MoIuMopdHOH XKeTy10uKo-
Boii Taxukapauu HaumHas ¢ 10-12 ner (Charron et al., 2011). O6ocHoBaHME TaKOTO
pelleHNs] HEKOTOpblE Bpauu-TeHETUKU BUJAT B TOM, YTO HauMHAas ¢ 12 jeT ety yxe
JOCTAaTOYHO KOMIIETEHTHBI, YTOObI MPUHUMATh PELIEHHE O COOCTBEHHOM Oyayllem
(Hein et al, 2015). C apyroii croponsl, EBporneiickas accormanus mo HapyieHUsM
CEpIICYHOT0 pUTMa, SBIISIOMIASCS YacThlo EBpomneiickoro KapAanoiIoruiyeckoro oouie-
CTBa, PEKOMEH/yeT MPOBOIUTH TaKylO JMAarHOCTHKY KaK MOKHO PaHbINE, YTOOBI KaK
MOJKHO paHbliie ObLIM MPEANPUHATH MEPHI 10 MPO(PUIAKTHKE Pa3BUTHS YKa3aHHBIX
3abosneanunii (Ackerman, 2011).

Takum o6pa3om, npodeccroHaIbHbIE PEKOMEHIAIMN OTJINYAOTCS B3I AaMU
Ha COOTHOILICHNE aBTOHOMHHM MAalMeHTa M HEOOXOJUMOCTH JenaTh 0jaro Ajs maru-
€HTa U €r0 CEMbH, a TaKXKe MPUBEPKEHHOCTHIO Pa3HBIM aCHEKTaM CaMOW aBTOHOMUH
nanueHTta. B pamkax o030pa pa3iuyHBIX MOAXOAOB K MEIUKO-TE€HETHUECKOMY KOH-
CYJIbTHPOBAHHIO HEMEIKHE crenuaiuctel no 6uostuke Kpucruan Jlenk u JleGopa
@®poMMenba BBIAEIAIOT YEThIPE STHUKO-TPABOBBIX MOJENH, PErVIAMEHTUPYIOIINX
KOMMYHHKAIIMIO O HACIIeICTBEHHBIX pHckax u 3aboneBanusx (Lenk, Frommeld,
2015). B pamkax mepBOil W3 HUX BO TJaBy yIJia MOCTaBIEH MPUOPHUTET aBTOHOMHH

8 German Chamber of Physicians [Bundesarztekammer, BAK] (2011). (Muster-) Berufsordnung fur die in
Deutschland tatigen Arztinnen und Arzte [Rules of Professional Conduct]. Kiel: [s.n.].
9 German Chamber of Physicians [Bundesarztekammer, BAK] (2011). (Muster-) Berufsordnung fur die in
Deutschland tatigen Arztinnen und Arzte [Rules of Professional Conduct]. Kiel: [s.n.].
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MAllMeHTa U €ro MpaBO He 3HATh O HACJIEACTBEHHBIX PUCKAaX WM HE pas3riiailaTh Mo-
JTy4eHHYI0 HH(POPMAIHIO IPyTUM WieHaM ceMbd. BTopas Mozens nmpeamnosiaraer, 4To
JMarHOCTHKA U JIEYEHHE HE PErIaMeHTHPYEeTCs UCKIIOYUTENIbHO aBTOHOMUEH IMalu-
€HTa, CyObEKTOM MEIUIMHCKUX MPAKTUK CIYXHUT CeMbsl U Bpad 00s3aH 3a00TUTHCS
O COBOKYITHOM 37I0pOBbE CeMbH. TeM caMbIM Bpay-r€HETHK HE OTJIMYACTCS OT APYTHX
Bpayeil B TOM CMBICJIE, YTO MEKAY HUM U CEMbEH MalleHTa Kak Obl 3aKIIOUCH Hellu-
canHblii joroBop (family covenant). B pamkax tperweit monmenu (the joint account
model), rHaoGopoT, momgdepkuBaercsi crenuduKa MeIUKO-TeHETHIECKOr0 KOHCYIbTH-
poBaHusl, 00yCIOBICHHAs CEMEHHBIM XapaKTepoM reHeTuueckoi nHdopmanuu. B stoit
CBSI3U y WIEHOB CEMbU €CTh IIPABO B3aUMHOI'0 JIOCTYINA K T€HETHYECKUM JaHHBIM IPYyT
Jpyra, 4To B MPaKTUYECKOM aCMEKTE CXOXKe C 3a00TOi 0 37J0pOBbE CEMbU KaK LIEIOCT-
HocTU. YeTBepTas MOJIeNb MpenoaracT cCoueTaHue Mpapa MalMeHTa He 3HaTh O CBOMX
TeHETHYECKUX PHCKAaX C BOBJICYCHHEM OCOOBIX SKCIEPTHBIX KOMUCCHH I MHPOPMHU-
pOBaHHUS WICHOB €ro CEMbH O HEOOXOJUMOCTH INPOWUTH N€HETHUYECKYHO IMArHOCTHKY.
Taxue npouenypsl npexycMoTpensl B goknane Cosera EBponsl, NOSCHSIOIIEM OJIO-
xeHust KonBeHIuM o npapax uesioBeka U Ouomenuiyye. B paMkax ux oCyIiecTBIeHUs
KOMMYHHKaTHBHBIE PE3yJbTaThl MOTYT OBITh JOCTUTHYTHI IOMHUMO B3aUMOJICHCTBUS
Bpaya M rnamuenTa. Penenre 00 HHPOPMHUPOBAHUH WIEHOB CEMbH, BXOSIINX B TPYIITY
pHCKa, MOXKET OBITh NMPUHITO «KOMIIETEHTHBIM OPraHOM» (MEKANUCLUILIMHAPHON KO-
MaHI0} 3KCIEPTOB), a CaMO MH(GOPMHUPOBAHUE OCYILECTBICHO KOMaH/I0 MEJUATOPOB.
B cootsercTBUM ¢ 3TMMH Mozensamu JIeHk 1 PpoMMenb]] pacCMaTpUBAIOT ye-
ThHIpE BapuaHTa KOMMYHUKATHBHBIX CTPaTE€ruil B yCIOBHAX, KOTAA OOLIHOCTBH Iieieit
Y B3aMMHasl COIVIACOBAHHOCTH JICUCTBHI Bpaua-TeHeTHKa 1 nanuenta (adherence u con-
cordance) BBITVISIIAT HEJOCTIXKUMBIMU. B paccmarprBaeMoM uME Kasyce 68-1eTHsist ma-
[IMEHTKa C JUAarHOCTHPOBAHHBIM HACJIEICTBEHHBIM HETIOJIHUIO3HBIM KOJOPEKTaIbHBIM
pPaKoM OTKa3bIBaeTcs UH(POPMHUPOBATH CBOIO CECTPY M €€ JIeTell 0 BO3MOXHBIX HAcClea-
CTBCHHBIX pHCKaX HM3-3a JaBHero cemeitHoro koHduukra (Lenk, Frommeld, 2015).
B pamkax mepBoi 3THKO-IIPaBOBOW MOJENIN KOHCYJIBTAHT-TEHETHK OECIpPEeKOCIOBHO
MPUHUMAET OTKa3 MALMEHTKU U He MpeANpHHUMAET danbHelmmx aeiictuil. CorsacHo
BTOPOIl — NpUBIIEKAET [ICUXOJIOTa IS yJIaXHUBaHUs ceMeliHoro KoH(paukTa. B pamkax
TpeThell — MPEayNpeXaacT MAlUeHTKY Mepes] MPOXOKISHUEM I'eHeTUIeCKOH Anarto-
CTHKH, YTO PE3yJIbTaThl MOTYT ObITh COOOIIEHBI €€ KPOBHBIM POJCTBEHHHKaM Oe3 ee Be-
noma. CoriacHO 4eTBepTOi MO — MCTOYHMKOM MH(OPMAIMU O HACIEeICTBEHHbIX
pHCKaX Ul POJICTBEHHHUKOB IAIIMEHTKH BBICTYIAIOT MeauaTopsl. [IpriMenenne mepBoit
MOJIeM BOOOIIIE HE BBITTISIUT perieHreM 1npodiemsl. OHAKO U OCTaBILUECS TPH MOJIE-
mu Jlenka n @pommenbaa MOryT ObITh MCTOJIKOBAHBI KAaK ITOJYMHEHUE WX MOJHOE I10-
IJIOILEHNE aBTOHOMMU TIallUeHTa opHeHTauuei Ha 6iaronesHue. [Ipu 3Tom Takas Tpak-
TOBKa MCXOJWUT U3 NOHMMAaHWs aBTOHOMUM KaK He-BMEIIATeNbCTBA U aOCOIIOTHOIO
yIpaBieHus 1000 nHpopmanueit o cede. OnHAKO Takoe MOHUMaHNE aBTOHOMUH SIBHO
MPOTUBOPEUUT €€ CII0KHOMY U MHOTOKOMITIOHEHTOMY XapakTepy, HOI4epKHYTOMY pa3-
paboTYMKaMu 3TOro OMOATHYECKOro peryisitusa, buuammom u Yuigpecom, B Gornee
no3aHeM u3fanuu «[Ipuniunos 6rnostuku» (Beauchamp, Childress, 2013:107).
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3akmiouenne. HoBble aclieKThl ABTOHOMIH NMAIMEHTA

OmnucanHble B MPENbIAyIINX JIBYX paslefiax OMOATHYECKHE KOJUTU3MH T03BO-
JSIFOT BHECTH HOBBIE aKLIEHTHI B COZICPYKaHUE MPUHIIMIIA aBTOHOMUH HanuenTa. 1 3to
KOHLIENTyaJbHOE O0OTallleHHe OTBEYAeT 3aMbICIy CO3/aTeleld YeThIpeX OCHOBHBIX
MIPUHIAIOB OMOATUKU. ABTOHOMHSI HEM3MEHHO TpEIIoiaraeT HeJUPEKTUBHBIN Xapak-
Tep B3aUMOJIEHCTBHS ¢ manueHToM. OCOOCHHO BaXKeH OH B paMKaX KOHCYJIbTUPOBAHUS
0 TeHETHYECKUX PUCKAX, MMOCKOJIBKY He (DOPMHUPYET y MAIMEHTa )KECTKOr0 HeraTUBHO-
IO CLEHApHs Pa3BUTHS COOBITMH M MHUHUMH3HPYET BO3MOXKHBIA TCHXOJOTHYCCKUI
ymiep6 (Lerner et. al., 2014). OqHako HEMPEKTHBHBIN XapaKTep KOHCYJIBTUPOBAHHS HE
JIOJDKCH TIOHMMAThCsl HA KaK He-BMEIIATeNIbCTBO, HM KaK HEOOXOAUMOCTD peIjiarath
MAMeHTy Ha BBIOOP BCe Bo3pacTaroiee uncio omuii (Schupmann et. al., 2020).

CoBpeMEHHBIC TEMITbl Pa3BUTHS OMOMEIMIMHCKHUMX M HH(OPMAIIMOHHBIX
TEXHOJIOTHI TAKXKe KpalHE OCJIOKHSIOT PEeaTM3alui0 aBTOHOMUU B OTHOILICHHH T'eHE-
TUYECKOW MH(POpPMAIMU KaK CJICIOBAHUE BCEMH aKTOPaMH COTJIACOBAHHOIO C Tallu-
€HTOM CIIeHapusl XpaHeHus, 00paboTKH 1 oOMeHa 3Toi nHpopmanmenn. OgHAKO STH
K€ TEXHOJIOTHH, HA000POT, 00JIErYaloT pealn3aliio aBTOHOMHUH KakK MpaBa KOHTPO-
IUpoBaTh obpaiieHue ¢ renernueckumu qanusivu (Clayton et. al., 2019).

[Tpu 3TOM CceMeiiHbIl XapakTep reHeTHYECKUX JaHHBIX BOBCE HE 00S3aTENbHO
JIeTIaeT CEMBIO €IMHCTBEHHO BO3MOXKHBIM CYOBEKTOM TAKOTO KOHTPOJIsl. TpeThs u uet-
BepTasi 3TUKO-TIpaBoBbIie MojienH Jlenka u @pomMmenbaa Kak pa3 Mo3BOJSIIOT 00OUTHCH
MIPOCTO TMPH3HAHHEM IIPaB WIEHOB CEMbH UMETh JOCTYI K TeHETUYECKUM JaHHBIM HH-
nuBHIa. BMecTe ¢ TeM CeKTp BO3MOXKHOTO MCIIONIB30BAHUS 3THX JaHHBIX JUIS YJICHOB
CEMbHU MOJKET OBITh 3HAUMTEIBHO OOJee y3KUM, YeM JIJIsl CaMOTo 00JIaaTesns 3THX J1aH-
HbIX. OIHAKO PaBEHCTBO JNOCTyHa K MH(OpPMALMK O HACIEACTBEHHBIX PUCKAX MOXKET
CTaTh BaKHBIM ATUYECKUM PETyJSTHBOM MEIMKO-TEHETHUYECKOTO KOHCYJIBTHPOBAHMS,
0COOCHHO B YacTH OOECredeHHs TaKOro JOCTyNa B HHTEpecax MalMeHTOB-IeTeH
(Goldenberg, 2019). Takoii paBHBIH JOCTYIT MOXET ObITH OOECIICUCH TOJBKO B YaCTH
KJIMHUYECKHX aCTHEKTOB TeHETUYECKOW MH(MOPMAIMH, IPH 3TOM PETyJIHPOBAHHE 3TOTO
BOIPOCAa MOKET MOHUMATKCS KaK IMOMCK OaJlaHca MEXy aBTOHOMHUEH MalueHTa U aB-
TOHOMHEH (2 HE TOJBKO OJIaroM) ero/ee KPOBHBIX POJICTBEHHUKOB.

[IpakTrky, oGecriednBarOIe PaBEHCTBO IOCTYIIA, PAa3BUBAIOIINECS B paMKax
TaK Ha3bIBa€MOM «CeMEMHON T€HOMMKH», UHOT/IAa yKe COJEp)KaT MEXaHU3Mbl pa3pe-
nrenust ouostnueckux koyummsuit (Gilbar & Barnoy, 2020). Hexotopsie u3 Takux me-
XaHU3MOB MOTYT CIYXXHTh MCTOYHHKOM HOPM STHUYECKOTO PETYJIMPOBAHHS B MEIH-
IIUHCKOU I'€HETHUKE.
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