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CraTbsi NOCBsileHa 3TMHECKOH PeBAEKCUM MEANLIN-
Hbl 411. CraButcs npobaema OTHOLWEHMS K 3HaHMIO CBOe-
ro OyAyuero B KOHTEKCTE YHMKAAbHO/ MPEeAMKTUBHOM
Cr1ocobHOCTH MeanumnHbl 411, BBOAUTCA KOHUENT HOBOIro
DAuna u reHeT4ecKoro rnposmaeHunasmsma. «lpaso He
3HaTb» CBOE reHeTUYeCKM 0Dy CAOBAEHHOE DyAyllee Tpak-
TyeTcs B CTaTbe Kak pa3HOBMAHOCTb 3TUKM aBTOHOMMM.

KaroueBbie croBa: meanumnna 411, npaBo He 3HaTb, 3Ha-
Hue 0 OyaylemM, MOBCEAHEBHOCTb, HOBbIM DAMM.

Menuinaa 411', B KoTopoil cerogHst BUIAT
HOBYIO (husocoduio 31paBooxpaHeHMs, HOBYIO T1a-
pauTMy MEAMITMHCKOTO MBITIJIEHUST U MeIUIINH-
CKOI1 TIOMOIIM BOOOIIE?, e CTBUTENBHO TIOPaXKaeT
CBOMMU aMOMIIMO3HBIMU ILJIAHAMM U B TO JK€ Bpe-

* CraTbsi IOATOTOBJICHA TIPU TOJJIEPAKKE TPAHTA
PTH® 15-03-00822a.

! Meputuna 411 = mexpuiuaa 311 (ipeBeHTUBHO-
MPEAUKTUBHAS ¥ TEPCOHATM3UPOBAHHASN) + TIPUHIIUI
MapTUCUTIATUBHOCTH, TpeanoxeHubiii Jlepoem Xymom.
Cwm. Hood L, Auffray C. Participatory medicine: a driving
Jorce for revolutionizing healthcare // Genome medicine.
2013. V 5, Is. 12, 110.

2 Tonybnuuass O. BpeMsi HOBBIX 3aKOHOJATEJBHBIX
Mep 110 caxapHOMYy AualeTy: CMeHa MapajurMbl — OT 3a-
M03/IAJTBIX UHTEPBEHITNH K TPEIMKTUBHOM, IIPEBEHTUBHOMN
u niepconaymarpoBannoii Meuinae // TERRA MEDICA.
2012. Ne 2. C. 4—14. Cwm. raxxe: Predictive Diagnostics
and Personalized Treatment: Dream or Reality / Editor:
O. Golubnitschaja. New York: Nova Science Publishers,
2009. 621 p.
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MsI CTaBUT Tepe]l HAMU cepbe3Hble (MII0CO(CKO-aHTPOIIOJOTHYECKHE U ATHIECKIE
BOTIPOCHI — TTOCTOJIBKY, TOCKOJBKY HEBOJIBHO MPETEHAYeT Ha TPaHCHOPMAIINIO KIT0-
4yeBbIX CTPYKTYp aksucrenim. Ecim FO. Xabepmac B «BymyiieM desoBedeckoii
[IPUPOIBI> OCMBICJISIET HK3UCTEHI[MAIbHbIE TIOCJAECICTBUS HEKOTOPBIX OMOTEXHOJIO-
Uil Bce-Taku B OOJIBIIEH cTereHn U3 GyTyPOJOrHIecKON MePCIIeKTUBBI, TO B CIIy-
yae MeauiuHbl 411, yske clienaBiieil yBepeHHbIE TATH IO Ty TH WHCTUTYITHATU3AIAN
(TTosIBJICHYE TEHETUIECKOTO MACTIOPTA, TEXHOJIOTUI MOJIEKYJISIPHO-TE€HETHYECKOU /TN~
arHOCTUKY HA BCEX JKU3HEHHBIX ATATAX C IeJIBIO BBISIBIEHUS TPEPACTIONOXKEHHOCTA
K KOHKPETHBIM MATOJOTHSIM W JP.), Mbl HAXOAWMCSI B CHTYaIlMHM ropasio Ooiee
aKTyasbHON U GoJiee TPeOYIOIEH OT HAC 3a€fICTBOBAHMS PA3TUIHBIX pedIeKCHB-
HBIX METOJIOJIOTHUECKUX PeCcypcoB (DUI0CO(CKOIT aHTPOIIOIOTHH U TIPEKIE BCETO
TeX, KOTOPbIe MPeJOCTaBISIOT CPeCTBA AJIsT aHAIN3a TOBCEAHEBHOTO YeI0BeYeCKO-
TO OTIBITA.

KmoueBas tpancdopmupyiomast cuia Meuiiuabl 411 B oTHOIIEHUY TIOBCE]I-
HEBHOTO WHAMBUAYAJbHOTO ONbITA Y€JOBEKA CBsI3aHa TJIABHBIM 00PasoM ¢ ee npe-
OUKMUBHOCMYBIO, TO €CTH NPeOCKA3AMEeIHOCI®IO, COBEPITEHHO YHUKAIHLHOTO CBOM-
crBa. CaMma 1o cebe TpeICcKasbIBaoIas WHTCHIUS HAYKH, B TOM YKCJEe MEIUI[HH-
CKOW, KOHeYHO, HMKakasi He HoBocTb. OT KoHTa 1m0 coBpemenHoli dunocodnn
HAYKH CITOCOOHOCTD K TPEIBUIEHIIO PACCMATPUBAETCS KaK CYNTHOCTHAS W KOHKY-
PEeHTHasI 4epTa HayKH, ee BaKHEHIAsT TeJeOoJOTHs, IIEHHOCTh KOTOPOH He MOXKeT
OBITH TIOCTABJIEHA MOJ COMHEHMe. [ToHMMaHne 3HAYMMOCTH 3TOM CIIOCOOHOCTH 110
Mepe ee (aKTHUECKUX peaynsaliil YCI0KHIIOCh, Tak uTo, HampuMep, [lommep x
[IPUBBIYHOM MTPAKTUYECKON (DYHKIIUU HAYYHOTO TPEABUACHUS TOOABII €ellle Teope-
TUYECKYIO ¥ 9BPUCTHUYECKYTO, & TAKKE YTOUHUJI MOHSATHE HAYYHOTO TIPEICKAZAHUS.
Hayunoe mpezickasanue, cornacuo Ilonmepy, — 3TO B HAyYHOTO MPEIBUIECHUS,
OCHOBAHHbBIN OJITHOBPEMEHHO Ha «YHUBEPCATHHBIX» (OTHOCSIIUXCS K YHUBEPCATBHBIM
3aKOHAM TMPUPOBI) U «CIEMU(PUIECKUXy> CYKIACHUSIX (OTHOCSIINUXCS K TAHHOMY
KOHKPETHOMY CJIy4ai0) U TPENCTABJISIIONINI U3 ceOsl CHHTYJIIPHOE BBICKa3bIBaHIe®,
[IPUHIAIAIBHO OTJIHYAMIIEECS OT T. H. «Ge3yCIOBHBIX TIPOPOYECTB» UCTOPUIM3MA.

Bot 310 cHHTYIsSIpHOE TPEANKTUBHOE BhICKa3biBaHWe MeUITUHLL 411, ocHoBaH-
HOE OJJHOBPEMEHHO Ha YHUBEPCAJIBbHBIX GHOJIOTHYECKUX 3aKOHAX U TIEPCOHATU3UPO-
BAaHHON TeHETUYECKOW JOKJIMHUYECKOW JUArHOCTHKE TTOTEHIIMATbHBIX MAaTOJOTHIA
KOHKPETHOTO YeT0BeKa, HeN30€KHO TIOCTABUT €T0 B CJOKHYIO MOPATHHYIO U 9K3UC-
TEHITUATBHYIO CUTYAIINI0. JHTY3UACTHI U TIEPBbIE MI€0J0TH MeaunuHbl 411, Busis B
Hell uyTh JIM He TIaHallelo B IJIaHe PaMKAJbHOTO O3[0POBJIEHUS OO0IEeCTBa, B
0COGEHHOCTH OYYIETo OBIIECTBa, B KOTOPOM TIATOJIOTHSIM €II[€ TOJIBKO MPEICTONT
Pa3BUTHCA B CBOMX HO30JIOTHUECKHUX (hOPMaX, MPEAJIaraioT Jake BBeAeHHuEe 0COOBIX
COIMAJIBHBIX MEXaHU3MOB, KOTOPbIe TIPUHYKAATN Obl (MK TOOYKIAIN) KaxkKI0ro
YeJI0BEKA K TIPEBEHTHUBHON MOJIEKYJISIPHON JMCITAHCEPU3AIINN, TeHETUIECKON Tac-
MOPTU3AIIH, TOJHOreHOMHOMY cKkpuHHMHTY (o Meronxy GWAS, Genome Wide
Association Studies), reHeTHYECKUM <«aCCOIUATHBHBIMY HCCIEIOBAHUSM U T. II.
NmeeTtcss B BUY CHEKTP CIENUMUUECKUX TOCYAAPCTBEHHBIX HOPM, MPABUJ JJIst

3 Ionnep K. Humera ucropuimama // Bompocsr dumocodrn. 1992. Ne 10. C. 38, 41;
Cwm. takke: ITupoxcxosa C. B. Tlpo6Giema HayuHoro npezsuzetbst B pusocodun K. Tonmnepa //
Bomnpocer dunocodun. 2009. Ne 6. C. 160—176.
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paboronareseil u crpaxoBbix KoMmnanuit!. Komtekrus poccuiickux ¢uinocodos co-
BEPIIIEHHO CIIPaBEeIMBO Pearupyer Ha Mojo0Hble WEH, BUII B HUX NMPIMOE Hapy-
1eHne 3TUKN aBToHoMun: «CoBpeMeHHbIN MMOAX0/ K MeUI[HE, OCHOBAHHBIN TIpe-
WMYTIECTBEHHO Ha “TIOTOJIOBHOM” TeHEeTHYeCKOM TTPOMUINPOBAHNH 1 O POBHIBA-
HUM TEHETUYECKUX JaHHBIX, MOXKET elle GoJiee YCJI0KHUTD COOMI0IEHNE TIPUHITUTIA
aBTOHOMUN»’. OIHAKO <YCJIOKHEHME», 110 BCEHl BUAUMOCTH, KOCHETCS HE TOJBKO
TaKUX M3BECTHBIX 3TWYECKUX MPUHIINIIOB, KaK MPUBATHOCTb, AaHOHUMHOCTb W WH-
(opMupoBaHHOCTDH, O YeM MHUIIYT aBTOPBbI B CBOeil crarbe. HCTUTYIMAIM3AINS
PAKTUK OUONpeOuKyy TOIKHA TO3BOJIUTH BEIPa0aThIBATH aJITOPUTMBI (M IPOTOKO-
JIbl) Guonpegenyuu pasHoro poxa (MsMeHeHre o0pasa KU3HH, MOJIEKYJIIpHast KOp-
pekist, hapMKOPPEKIHs )5, TO eCTh yCTPaHATh «I1aTOJOIMYECKHiT»> TIPOIECC Ha I0-
KJIMHUYECKON CTauu, II0AYac 3a00/i20 10 TOTO, KaK, COIJIACHO HayYHOMY IIpeiCcKasa-
HUIO, J0JKHA 11(P)OSIBUTHCS KIIMHIMYECKast KapTHHA O0JIE3HU. ITO «3a/I0JIT0> TEIEpPb,
GJiaroiapst TeHOMUKE, TeHETHYECKUM TeCTaM, a TaKyKe JAPYIUM MeTOAaM CUCTEMHOM
OUOJIOrH, O3HAYAET MHOZUe 200bl, Jaxe decsmunemus.. Bor aror cydvbonocuwiil,
<IIPOBUJIEHITUAJIBHBII> IUArHOCTUIECKHIT (PaKT MMEET BCe TAHChI CTaTh PENIAtONIM
ULl 9K3UCTUPOBAHUSI, TIOCKOJIbKY 00Jiagaer GOJBINUM MOTEHIMAJOM BJIMSHUS Ha
[IPUBBIYHbIE CIIOCOOBI 8pemenetus us-0yoyuezo B Hallell ITOBCEAHEBHOM KIT3HIL.
Ha s13bike MCUXOJIOTHE MOKHO OBLIIO ObI OXapaKTepU30BaTh CBSA3aHHbBIE C TO-
TaJIbHBIM BHeIpeHneM MenunnHbl 411 mocrenyiomme neuxosornyeckue MpOIEecch
KaK II0BCEMECTHOE U SIIMCTEMOJIOTMYECKH JIETUTUMHOE NPOU3BOO0CTNEO MPesozu’, TIPH-
yeM B ee HOPMaJIbHON 1 HeBPOTHUecKoi (opmax. VI TpeBora ata OyIeT TeM ocTpee
U HaBsI3uMBel, ueM GoJiee HeolpeaeJeHHBIME OYIyT Ka3aThCsl Pe3yJIbTaThl HAYYHBIX
[peJCKasaHuil, YeM MeHblile OyAET A0BEPHs K COOTBETCTBYOIINM 9KCIIEPTHBIM HH-
ctutytam. HopmanbHas TpeBora, Kak M3BECTHO, OTJIMNYAETCS OT HEBPOTUYECKOW
TEeM, 4TO OHa ajleKBaTHa OOBEKTUBHON YIPose, He BBITECHSETCS U MOKET KOPPEKTH-
posarbcst. Ho npoekTrBHast 0GbEKTUBHOCTD FE€HETHYECKOM YIPO3bI CYITHOCTHO MPO-
GsieMaTHyHa. J[€J10 HE TOJIBKO B IOCTOBEPHOCTH PE3YJIbTATOB TEHETHYECKOTO TECTH-

4 VIMeHHO 0 TIPEBEHTUBHBIX JOKINHUYECKUX MOJEKYJISIPHBIX U TeHETHIECKUX MCCIIE0-
BaHUSIX HEKOTOPBIE MEIUKH IUIIYT, HApuMep, Tak: «C yueToM MeHTajuTeTa ceroaus yoe-
JIMTHh KJIMHUYECKU 30POBOTO YEJIOBEKA, HE UMEIONIETO Kauo0, IPOHTH npoduIakTuiecKoe
obcieioBanue B OOJIBITMHCTBE CIyYaeB IIPAKTUYECKU HEBO3MOKHO. [[JIst peleHus BOIpoca,
BEPOSATHO, OBLIO ObI 1EJIECO0OPA3HO B 3aKOHOAATEIBHOM HOPsIKe 06513aTh paboTomaTes obec-
[EeYUTH IIPOBEIEHNE [TPEBEHTUBHOTO 00CIIEIOBAHUS CBOUX PAOOTHUKOB, HATIPUMED, [IPU [IPU-
eMe Ha pabory miam exeroaHo. Kpome toro, 6b110 661 11eecoobpastHo 00s3aTh CTPAXOBbIE
KOMITAHVMY He 3aKJ0YaTh MHAUBUIYAJIbHBIX CTPAXOBBIX JOTOBOPOB 0€3 MPeI0CTaBIIEHMs UH-
bopManuu o BBHIIOJIHEHHOM TIPpeBEHTUBHOM oOcenoBanuun» (Iloremaes A. B., [punvko O. B.
IIpeBenrusHas Meauiuna: BBenenue B mpodiemy / TERRA MEDICA. 2012. Ne 4. C. 6).

5> Bensinemounos P. P., [pebenugurosa E. I'., Kusuenxo JI. I1., ITonosa O. B., Tuwenxo I1. /1.,
FO0un B. I'. ConmorymanurapHoe obecriedeHue pOeKTOB IIEPCOHATN3NPOBAHHOI MEIUIIUHbL:
dumocodckuit acriext // Ounocobust u coBpementocts. 2014. Ne 4. C. 16.

§ Cyuxoe C. B., Poys H., Homxunc A., Tonyonuuas O., Xeppam M., Jleze M., Mapwann T.
Beenenue B MpeANKTUBHO-NIPEBEHTUBHYIO MEIUIIUHY: OTBIT MPOIIIOTO U PEATbHOCTU [HS
3aBrpamitero // Tepanestuueckuii apxus. 2012. Ne 8. C. 82.

7 51 BocmoJb30BaJICA 37I€Ch KOHIENTyanbHoit Metadopoii dunocoda Ammpes: TopHbIX,
BBEJIEHHOI MM TI0 [PYrOMY IIOBOLY — B PaMKax OOCYKIEHUS JIOTHKU KAllUTAaJIu3Ma U HOBbIX
meaua. Cwm., Hanpumep: Topuvix A. A. Karnmranuam u tpesora // Tomoc. 2013. Ne 1. C. 12—30.
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POBaHMS KaK TaKOBOTO, HO ¥ B HEOJAHO3HAYHON MPOIEYPE OUEeHKU PUCKO8, KOTOPas
3a 9TUM cJiefyeT. 3/1ech OJHOBPEMEHHO BKJIIOUAETCS LEeJbI psia GakTopoB, co00-
MAIOMIMX OUONPEANKIINU HEOTUYKAAEMYIO HEOTIPEIeJeHHOCTD: PasJnyHbIe JJabopa-
TOPUHU BBIYKMCJSIIOT PUCKU PA3BUTHSI TATOJOTUN HEOAMHAKOBBIMU METOJAMHU, Pe-
3yJIbTATHI UCCIIEAOBAHIIT TOKE PACXOAATCSS, IPOTHO3 IO OIPEIETIEHUIO HOCUT BEPO-
STHOCTHBIM XapakTep, PUCK PasBUTHUS MYJbTH(HAKTOPUATIBHBIX 3a00/eBaHMIl
M3MEPUTD KpaiiHe CJI0XKHO, TYT IeHCTBYEeT HeNpsMast eTePMUHALINS, 2 KOMMEPITHa-
JIM3AIUST TIPOIEyP TEHETHYECKOTO TECTUPOBAHMS ClIEIaeT KpaiiHe CJIOXKHBIM IIPO-
1IeCC KOHTPOJISI €ro HaJe)KHOCTH CO CTOPOHBI O(DUITUATBHBIX KOHTPOJIUPYIONTUX
opranusanuil Tuna FDA. Ha neonpesesieHHOCTb OMONPEAUKIUU U HEPEJEBAHTHOCTD
00BIYHOTO BIMCTEMOJIOTHYECKOTO AUCKYPCa JOCTOBEPHOCTH paboTraeT U TOT (akKT,
410 obenanue 6Jara, OTHECEHHOTO K OyIyIleMy, IPaKTHYECKH HEBO3MOKHO BEpH-
dumupoBath 31ech U ceiiyac: «IDPEKT MPEBEHTUBHOTO NEHCTBUS OTCPOYEH Ha
roJbl, a B psijie CIy4YaeB U Ha JecATUieTrs. ToBOpuTh 00 yclexe M HaHeCEHHOM
yiepOe, CBSA3bIBAs €ro ¢ KOHKPETHBIM [IPEBEHTUBHBIM JeHCTBUEM, OYAET H0CTaTOu-
HO CJIOJKHO»®,

Bce a1 (hakTOpHl — MOTEHIMAIBHO CIIOCOOCTBYIOLIME HPOJOHTAIINN 9K3UC-
TEHITUAIBHON TpeBOru. BaskHO, 4TO HECMOTPSI HA BCIO HEOTIPEIEIEHHOCTh U BEPOSIT-
HOCTHYIO CYNIHOCTb WHAWBU/YAJbHOTO TEHETUYECKOTO MTPOTHO3a, CAMO €T0 HAJUYHE,
OCBSIIIIEHHOE WHCTUTYTOM HAyYHOU HKCIEPTU3BI, CO3/IAET JIJIST YeJIOBEKa CUTYAIUIO,
[IPUHIUIIAAJIBHO OTJIAYAIONIYIOCS OT HAIINX OOBIYHBIX MOBCEAHEBHBIX 3HAHUI 0 COO-
CTBEHHOM OY/yIIIeM M CBSI3aHHBIX C HUM MIPEIYyBCTBUN. «Mbl 3HaeM, YTO MbI BCE B
IPYIIIe PUCKA PA3BUTHsI FeHETHUECKUX 3a00JIeBaHtii, B YACTHOCTH, KOTZA ¥ HAC €CTh
ceMeliHas CTOPHSI KOHKPETHOTO reHeTHYeckoro 3abosieBanust. Ho HekoTopble puc-
KM MOTYT OBITh CTOJIb OTAQJEHHBIME B HAIEM BOCIPHUSITUH, YTO UX PEa3aliust
Ka)KeTCsT MPAKTUIECKN HEMBICIUMOI. B oT/Iune OT 9TOTO TeHETHUYECKOE TECTUPO-
BaHIe, ONPeIEISIONIee UL, Y KOTOPIX €CTh BEPOSITHOCTD CTPaJaHus OT OyAyIIero
CEepPbhE3HOr0 PACCTPOMCTBA, WK JasKe YBEPEHHO 3asBJIsollee, YT 6OJIe3Hb OYeT...
JIeJIaeT 9TH CMYTHBIE OMTACeHUsI HAMHOTO OoJiee peaibHbIMU. VIMEHHO M03TOMY OTKa3
WHAWBH/IA OT 3HAHUS PE3YJIbTATOB F€HETHYECKIX TECTOB MOYKET UMETH CMBICT» !¥,

Cutyarusi, B KOTOPOI OKaKeTCsT YeI0OBEK, KOTOPOMY BBIJIAHO SKCIIEPTHOE 3aK-
JIIOYEHUE O TOM, YTO €MY Ha POOY HANUCAHO TO-TO W TO-TO, YTO, HALIPUMEP, Yepes
15-20-30 u GoJiee JieT €ro KJAET MPU ONPEAETEHHBIX SMUTEHETHUECKUX YCIAOBUSIX
GosiesHb AJbIreiiMepa, pak MPOCTaThl MJIU JIETKUX, Pa3/IMYHbIe ayTOUMMYHHBIE 3a-

8 «... Crangaprusanus npo0Obl He cyiiecTByeT. TecTbl U3 OMHOU JTabOPAaTOPUK HE COIIO-
CTaBMMBI C TECTAMU U3 [IPYTOU Jabopatopuu. ITta U3MEHUYHBOCTD SIBJISIETCS. 3HAYUTEBHOIA. .. >
Vogenberg F.R., Barash C.I., Pursel M. Personalized Medicine. Part 2: Ethical, Legal, and
Regulatory Issues // Pharmacy and Therapeutics. November, 2010. Vol. 35. No. 11. P. 626.
B. C. BapaHoB Ha3bIBAaET HECKOJIBKO IIPUMUYUH PACXOKAEHUSI PE3YJIBTATOB FEHETHYECKOIO TECTU-
DOBaHUS Y PAsHBIX KOMIIAHUIL, B TOM YUCJIE «Pa3JIM4usl B OLEHKAX CPEIHUX BEJIUYMH PHCKA
HeGJIATOIPUSATHBIX aJLIeJIEl, PA3JINYHbIN BEIOOP MAPKEPOB JIJIsl TECTUPOBAHMS U MaTEMATUYEC-
KUX MeTof0B 1ist obcuetay (bapanoe B. C. l'enernyecKkuil macopt ¥ MeiuiiuHa Oyayuero //
Xumus u sxkusub. 2011. Ne 1. C. 9).

% Beastiemounos P. P. Ykas. cou. C. 19.

10 Andorno R. Law, ethics and medicine. The right not to know: an autonomy based
approach // Journal of Med Ethics. 2004. Ne 30. P. 437.
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GosieBaHNsI, MOKET OBITh OXapaKTePU30BaHa Kak MPUOOPETINast HOBBIE OIEKIbI ap-
XeTunuueckast cumyauus Iouna. IIpeuKTUBHAS CIIOCOOHOCTD/CUTa MeAUIAHBL 411
0 CYIIECTBY (B CBOEM IOTEHI[MAJIE) O3HAYAET TOTAJBHYIO S0UNU3AUUI0 HACETICHISL.
Menurna 411, Takum 06pasoM, YpeBaTa peaHuMalluell CrapuHHOTO KOHIIENTA CYob-
Obt, BBEJIEHUsI €r0 B COBPeMeHHbIe (OpMAaThl SK3MCTHPOBaHMsL, BpoJe Obl TaBHO
MEPEKOINPOBABIINE 9TOT KOHIENT Ha S3BIKE NPOCKMA U JUUH020 6b100Dd.

Mud 06 Iaurie, CHIrpaBIIii TAKYIO POJIb B HAYKE O YEJOBEYECKON TICUXUKE U
He TePeCTAIONIN BIOXHOBJISATH COBPEMEHHBIX YUEHBIX, HAUMHAETCST He TIOCTe, a /10
y3HaBaHUs TepoeM cBoell cyapObl. COOCTBEHHO KJIFOUEBOW MOMEHT MUMOIOryec-
KOTO CIoXKeTa MPUXOMUTCST Kak pa3 Ha pelieHre DIUTA BbISICHUTD, KTO OH, Y€l OH
CBIH Ha CaMOM JieJie, pellieHre 0OpaTUThCs 32 OTBETOM Ha CBOHM BOIIPOCHI K OPaKyJIy
B Jlenbdax. Mbl 3HaeM, uTO y DAMMa IJIsT TAKUX BOMPOCOB ObLIM cBOM Guorpadu-
YyecKre MpUYrHbL. MbI 3HaeM TaksKe, 4TO APEBHUE IPeYecKre MPaKTUKH 0OpalieHust
K OPaKyJly U3HAYAJIbHO CBSI3aHBI C CAKPAJIbHBIM U3MEPEHUEM JKU3HH, C JKeJTAHUEM
Y3HATh O TOM, YTO 3aMbICJTHJIN OOTH O TBOEH cyapde, ¢ MMIIEPAaTHBOM OCMBICJIEHHO-
CTH CYIIECTBOBAHUS, a OCMBICJIEHHOCTD 3Ta ObljIa CBs3aHa ¢ uzeil meoro. CtpaHHast
TSI COBPEMEHHOTO YesIOBEKa IPEBHIS TATa K IPOPOUYECTBaM O TBOEH cyabbe Mmo3Bo-
JISLJIA, BUIMO, BBIPAOAThIBATh YETOBEKY OCMBICJIEHHBII OTBET, IBUTATHCS OCMBICJICHHO,
coBepInaTh BHIOOD, JaBaja BOBMOKHOCTh BBIPAOOTKH 3THUYECKOH MO3UIIMKH — OJ1aro
JKpeIbl TIPY OpaKyJax BbIIABAJIN, KaK MPABUJIO, TyMaHHbIEe (POPMYJIUPOBKHU, CBOU
WHTEPIPETAINY «IKCTIEPTHBIX 3aKJII0YEHUT» MU(PUI, WHTEPIPETAIINN, OCTABJISIO-
1me cBOOOLY JJIsl 9K3UCTEHIIMATbHOTO MaHEeBPa.

Ho coBpeMeHHBII YesioBeK ceKyisipHoro Mupa He TakoB. Cyapda nepedopma-
THPOBAJIACH B MTPOEKT, KOTOPBIN B KK MOMEHT BPEMEHU HE3aBEPIIEH W OTKPHIT.
YenoBek 6cezda-enepedu-camozo cebs, Kak nucan Xaiijgerrep, o HabpacbiBaeT cebst
Ha CBOM BO3MOJKHOCTH, HO 3TOT HaOGPOCOK, 9TO 3a0eraHue BIIEpe]l CBSI3aHbl ¢ OTHO-
IIEHWEeM K HEMUHYEMOU CMEpTH, BBITECHSIEMBIM B MOBCEJTHEBHOW JKU3HU, U C OT-
KPBITHIM TOPHU30HTOM BapHaTHBHOrO Oyayliero. 3aXoueT JIK YeJOBEK Y3HaThb CBOE
Oymayliee, 3aMMCaHHOE Ha MEPCOHAIBHBIX FEHETHYECKIX CKPIIKAIISX, Jaske eCJIU HO-
BbI€ JKPEIBl OT OMOJOrMYeCKO HAYKHU TTOOGENA0T €My KOMILIEKC YyA0AeHCTBEH-
HBIX TIPEBEHTUBHBIX MeP, TTPEAHA3HAYEHHBIX CKOPPEKTUPOBATH HEXKeaTeIbHBIE J1a-
JIEKHE TIOCTIE/ICTBUST €TO TeHETUYECKUX TPeIpaciofokenHocteii? VI He TpUKITIOUNT-
CsI JTM C COBPEMEHHBIM YEJIOBEKOM TO K€ CaMOoe, YTO MTPOU3OIIIO € DAUTIOM? DIUTI
BeJlb IIPUIIIENT Y3HATH O cBoeM TporioM. OH, TOBOPSI B TePMUHAX OUOJIOTUH, TIPH-
et caaTh aHanus Ha JJHK, 4ToObI BBISSCHUTD, KTO €0 HACTOSIIMN OTell, AeiCTBI-
TEJBHO JIM OH ChIH 1apst ITomba, a B 0TBeT eMy TposBydasno (6e3 BCSAKOroO Ha TO
COTJIACHSI C €r0 CTOPOHBI) TPOPOUYECTBO O ero GymyiieM: «IIpoub W3 CBATHIIMINA,
HECYACTHBIH, ThI YObEIIh CBOETO OTI[A U JKEHUIIIbCS Ha MaTEPU».

R. Andorno mpuBOANT KOHKPETHBbIE TPUMEPHI OTKasa JIOAEH OT MOJydeHuUsT
UHOOPMAIMY O Pe3yJabTaTaX WX reHeTHMYeCKOro TecTHpoBaHusa''. B oxHoM ciydae

1 ¢ orBieKaioch ceifiuac OT MHOTHMX aCIIeKTOB HTOH MPOBJIEMBI, B YaCTHOCTU CBA3AH-
HBIX C MPAKTUKOHN TPEeIUMILIAHTAIIMOHHON TeHEeTUYeCKON NUArHOCTUKU, ITPeHATaTIbHON 11-
ArHOCTUKU M CKPUHUHTA HOBOPOJKEHHbIX. Peub njieT UMEeHHO O TeHeTUYeCKON TUArHOCTUKE
B3POCJIBIX JIIO/IEN HA TIPEIMET BBISIBJIEHUS Y HUX «IOKJIUHUYECKUX TTATOJOTUIT». ITO 3HAYUT
TaKKe, 4TO 3a GOPTOM PaACCY KIEHUS OCTAIOTCS W CUTYal[ny 13 00JacTi (hapMaKOreHOMHKH,
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35-71eTHsIs JKEHIINHA, MaTh [BOUX JETel, NMelolasi CEMENHYI0 HCTOPHUIO paka MO-
JIOUHOM JKeJIe3bl, PEIINIACh 110 COBETY CBOMX POJACTBEHHUKOB Ha MOAO00HOE TECTH-
poBanme. OMHAKO Yepe3 TPU [THS TOCJE CAMOTO TECTHPOBAHUS OHA IOTPOCHJIA
Bpaya He coolIaTh el pesysbrarel. Bapbapa, Tak ee 3Bajin, — IMPOCTO MPEACTABUIA
cebe, Kakye pelleHusl eil MPeACTOUT MPUHUMATh, €CJIU OlacHble MyTallMu OYIyT
HaWeHbl U el COOBIIAT O BBICOKOM MPOIEHTE PUCKA. 29-TeTHUH JKEHATHINH MYy/KUH-
Ha TIPUHSJ yYacTHE B TEHETHUECKOM HCCIEIOBAaHWHT MYTAIUi, KOTOPBbIE MOTYT TIPH-
BecTH K Oojie3HM AJiblirefiMepa, MOTOMY YTO YJIEHY €rO CeMbH OBLJI IIOCTAaBJIEH
takoil quarnos. O6pasiubl JTHK B 0100HBIX HCCIeI0BaHNSX, TIPOBOAUMBIX B HAyd-
HBIX IIEJISX, 3aKOJUPOBAHbI, XOTS AUPEKTOP COOTBETCTBYMOIIEH Gashl TaHHBIX Xpa-
HUT MMeHa YYaCTHUKOB HMccienoBaHus. JlaGopatopus MPEIoKUIa MyKUIMHE Y3-
HaTbh PE3yJIbTaThl TECTUPOBAHUS, KOTOPBIE MOTJIK Obl OBITH TIOJIE3HBI U €MY, U €T0
ceMbe, HO OH OTKas3aJics MOJINNCHIBATh 3aIlPOC O MOJyYeHHN TOA00HON MH(pOpMa-
. AHZOPHO OOBSICHSET 9TO TaK: 4TOOBI MOHSITH OTKa3 JIFOJAEH OT TOJIydeHUsT
JOCTyNa K TeHEeTHYeCKO MH(pOpPMaIu 0 caMoM cebe, «HYKHO YYHUTBIBATh, YTO
OpeMst 3HAHWIT MOJKET CTaTh HEBBIHOCHMbBIM JIJISI HUX, YTO MPUBEAET K TSKEJIOM
TICUXOJIOTUYECKOM JIETIPECCUN W OKa)KEeT HETaTUBHOE BJMSHHME Ha WX CEMEHHYI0
JKU3HDb U Ha UX COIMAJIbHBIE OTHOIIEHUS B TIeIOM. J[JIsT MHOTHX JTIOJIel OTKPBITHE,
YTO y HUX €CTh TEHETUUECKUI CTATYC, CONEPIKAIIUI BBICOKUI PUCK Pa3BUTHUS HEU3-
JIEYUMBIX GOJIe3HeN U CyJIATIiT OOMBIIIE CTPATAHNU, Tak “BbIKIMAeT” JIOEH, 4To
PaZoCTh U IeJIb UX JKU3HU B OYKBAJbHOM CMBbICJIE MCHAPSAIOTCS > 2,

O6 3TOM sKe Iy T OPUTAHCKIHE aBTOPDI CTaThl «[eHeTmYecKast MpUBATHOCTD:
OPTOJIOKCHS NN OKCIOMOPOH»: «JI10/111 110-pasHOMY CIIpaBJIsioTcs ¢ uHbopMaluel,
KOTOpast TIPUUMHsIeT GoJb Win cTpaX. HekoTopble XOTAT pasy3HaTh KaK MOKHO
6OoJIBIIIE O CBOEM PACCTPONCTBE, WIIYT COBETA BO BCEX JOCTYMHBIX MCTOYHWUKAX,
[IPOBOAAT MeAULMHCKHUe TecTbl. JIpyrue MOryT IocTynaThb cosBceM uHadye.. OHu
MBITAIOTCSI UTHOPMPOBATH TIPOBIEMY, OTKA3BIBAIOTCS 00CYKIATH €€, OTKA3BIBAIOTCS
OT Kakoi-1m60 panbHeiinieit nudopmaiuu, ot anaianzos. OTkas — 910 00LenpuHs-
TBHIN 3aNMUTHBIN MeXaHu3M. ['0BOpsI 0 TTocyieiHelt TpyTITe JIofiel, Hy>KHO 0CO3HAaBaTh
TOT Bpell, KOTOPBI MOXKHO UM HAHECTH, €CJIU JIUITUTh UX TOW 3alUTHON cTpaTe-
run. [IpeBaaupyer Jiv 9Ta BHYTPEHHsIsSI TEHAEHIIUS 3al[AThl OT IPUYUHSIIONIET0 6OJIh
3HaHU HaJl 06s3aTeTbCTBAME TI€PE]] APYTUMIE JIIOIBMU ?» '3

WccenegoBaTesiv COBEPIIEHHO CIIPABEIJINBO 3aMEYalOT, YTO CaM II0 cebe 3TOT
BOIPOC HE HOB, OJHAKO B CJy4ae TeHETHYECKUX TECTOB, MPOGJIEMBI OTHOIIEHUS K
HUM OH TIOJTyYaeT JAOTIOJHUTEIBHBINA PE3OHAHC, TIOCKOJIBKY «pa3paboTKU B 06/1aCTH
FeHeTUKU TPUBEIN K OOJbIIEMY TOHMMAHHMIO B3aWMOCBSI3HM JIIOACH ¥ JIydIIeMy
MOHMMAHKIO TOTO, YTO HHTEPECHI OJHOTO YJIeHA CEMbH He MOTYT ObITh M30JIMPOBAHBI
oT MHTepecoB Apyrux. Besencrsue obmieit crpykryper JJHK moasepikeHHOCTD 0/1-
HOTO Y€JIOBEKA FeHETHUECKOMY HAPYIIEHUIO O3HAYAET MOBBITIIEHHBIH PUCK PA3BUTHUS

CBSI3aHHBIE € HEOOXOAMMOCTBIO uccaeoBanus d(hGEKTUBHOCTH WM, HA0G0POT, BPEAHOCTH
MEIMIUHCKUX MPENapaTos IJisk KOHKPETHOTO YeJIoBeKa (B TOM YUCTIE B PAMKaX yiKe Pa3BUTON
MATOJIOTHN ), ¢ €0 MHIMBULYAJIbHBIM TeHETHICCKUM MTPODUIIEM.

2 Andorno R. Law, ethics and medicine. P. 435.

13 Sommerville A., English V. Genetic privacy: orthodoxy or oxymoron? // Journal of
Medical Ethics. 1999. Ne 25. P. 147.
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9TOTO HAPYIIEHVSI [IJIsT €0 KPOBHBIX POACTBEHHUKOB> Y. ABTOPBI M03TOMY TIpe/ara-
10T MPUHITUTIBI KOMMYHUTAPUCTCKON WJIM COJUAAPUCTCKOM STUKU B KAUECTBE OPHU-
eHTHpPa s PACCMOTPEHUST 3THUECKUX KOJUIM3UH 1o 3T0it mpobieme. IIpasaa, Tyt
JKe OHU 3asIBJISIIOT, UTO €CTh «CYIIECTBEHHOE pasjinyre MEKIY TeM, 4ToObl Tpe6o-
BaTh OT JIOJel y3HaTh WH(MOPMAIUIO, KOTOpasi TMOKa €Ille He JOCTYIHA, U TeM,
4yT0OBI TPEOOBATh OT HUX JAEJUTHCS yiKe CcyliecTByromieil madopmarueii» ', Tlonob-
Hasl TIONIPaBKa OISITh BO3BPAIAET HAC K UCXOJTHOMY MOTUBY 2€HEMUUECK020 NPOBU-
Oenyuanusma u npodjieMe OTHOILIEHUSI K HEMY B CEKYJISIPHOM U aTOMH3MPOBAHHOM
0011eCTBEe, OCHOBAHHOM Ha 9TUKE aBTOHOMUI.

AHJIOPHO aHAJIMBUPYET «IIPABO HE 3HATh», 3AKPEIJIEHHOE BO MHOTUX MEKIyHa-
poxubix pokymenTax (EBporneiickoit KonBeHIu o nmpaBax 4ejioBeka U GHOMEH-
une u Beeobuieit gexnapanun IOHECKO o reHome 4esioBeka U mpaBax yesioBeKa
1 HEKOTOPBIX HAI[OHAIBHBIX 3aKOHOIATEIbCTBAX ((PPaHIy3CKOM, TOJLIAHACKOM, OpH-
TAHCKOM, O€JIbIMHACKOM, BEHIePCKOM)), KaK Pa3 Ha IpeJMeT Peaju30BaHHOIO B HEM
ATUYECKOTO MPUHITMITA aBTOHOMUN. OH TaK:Ke PACCMATPUBAET PA3JIUYHbIE APTYMEH-
Tbl IIPOTUB 9TOTO IIpaBa, IIPOTUB €r0 ITUYECKOU PEJIEBAHTHOCTH, B OCOOEHHOCTH
KOrJla B CJlydyae TaKOro OTKa3a MOTYT MMOCTPaJaTh TPETbU Jnila. BaBemmuBas Bce
«3a» U <IIPOTUB», aBTOP T€M He MeHee TIPUXOIUT K BBIBOJLY, UTO TPU BCEX OIPaHU-
YEHUSIX TeHETUYECKO KOH(MUIEHI[UATBHOCTH «IIPABO He 3HATh» CBOE T€HETUYECKU
pegHaYepTaHHoe Oyayliee, IPaBo, He SIBJIAoNIeecst aGCOTOTHBIM, SIBJISIETCS BCE JKe
BbIPaKEHUEM STUYECKOIO IPUHIMIIA aBTOHOMUM B €ro Hanbojiee CUJIBHOM BUJIE.
«Teopernueckast ocHOBa “mpaBa He 3HATH’ 3aKJIIOYAETCS B yBaKEHUU K WH/MBU-
JIyaJIbHON aBTOHOMUMU, JIa’Ke €CJIM KOHEUHAsT 11eJIb IPUMEHEHMS 9TOTO TIPaBa CBsI3aHa
C 3aMHTEPECOBAHHOCTBIO IMYHOCTH B TOM, YTOObI €l He HAHEC/IU IICUXOJIOTUYECKOro
Bpenax 'S, TyT TakuM 0O6pasoM AEHCTBYIOT cpasy JABa 9THUeCKHX MoTuBa. Ho uMen-
HO aBTOHOMMSI SIBJISIETCSI HEIIOCPEACTBEHHBIM MCTOYHUKOM «IIPABO HE 3HATHY», XOTs
9THUKA TYT KOPPEJUPYET C IPArMaTUKOA, ¢ IPAKTUYECKUM 00eCIIeUeHUEM MICHX0JI0-
rUYeCKOi HeIIPUKOCHOBEHHOCTH YeJI0BEKa, COXPAHHOCTH €r0 IICHXOJOIMYeCKOM 1ie-
JIOCTHOCTU. AHJIOPHO TakKXke MPeIyNpekIaeT O PeaTbHOM PUCKE WHCTUTYITHOHATb-
HOT'O TIPUHYKAECHUS K TCHETHYECKOMY TECTUPOBAHUIO M B KauecTBe Haubosee oue-
BHJIHOTO TIPMMepa B 9TOW YacTH yKasbiBaeT Ha TpeGOBaHWE IeHETHYECKHX TECTOB
KaK yCJOBUSI 3aHATOCTH UJIU CTPaxoBaHus'’.

«IIpaBo He 3HATh» — JIWIIb OJIHA M3 AKTYAJTbHBIX ITHYECKUX (U TPABOBBIX)
KOJIJTU3UIA, COTIPOBOXKIAIONINX MOCTyAaTeNbHOE pa3BuTHe Meantinubl 411, He Takoe
OBICTPOE, KAK OXKHMIAJIOCh, B CHJIy TOTO, YTO OHO YIHUPAETCS B CONPOTHBJICHUE, B
tom uncsie B CIITA, co cTOPOHBI AeHCTBYIONMX OOMIEIPUHATHIX CHCTEM 3IPaBOOX-
panenus. Ho yxe sicHO, 9TO ATOT THIT MEIUIIUHBI BHECET CYNECTBEHHBIE U3MEHEHUS
B HalllK MTOBCEHEBHBIE OTHOIIEHUS ¢ COOCTBEHHBIM OyayIuM. ['yMaHUTapHAs 9KC-
neprusza MeauiuHbl 411 B ee IpeAUKTUBHON (DYHKIMK TpeOyeT MPUBJICUEHIS 11EJI0-
ro psaga dumocopckux MeTomooruit. VI B KauecTBe OMHON M3 CAMBIX TIEPCTIEKTUB-
HBIX, BEPOSATHO, OyAeT HappaTUBHAst (PUIOCO(PCKAsT aHTPOIIONOTUST 1 MEAUIIHCKAST

" Sommerville A., English V. Genetic privacy: orthodoxy or oxymoron? P. 144.
15 Tam xe. P.148.

16 Andorno R. Law, ethics and medicine. P. 437.

7 Tam sxe P. 438.
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AHTPOIIOJIOTHA, TTIOCKOJIbKY HaIll OTHOIIEHUSA C JINYHBIM 6leyH_[I/IM BBICTpanBaIOTCA
Ipexae BCETO Ha OCHOBE HepMaHEHTHOﬁ TI/IHI/ISI/IPOBB.HHOI?I HappaTuBHU3alluK, Ha
OCHOBE CIOKETHDBIX CXEM, ITOYEPITHYTHIX N3 HAJIMIHOTO 3allaca pe]IeBaHTHOﬁ KYJIbTY-
PbI U IDpUMEHEHHBIX K CO6CTB€HHOI‘/JI JKU3HMU.
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