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COLUMNOKYJIbTYPHbBIE ACMEKTbI MPEKOHLUEMLUMOHHOIO NrEHETUHECKOIO TECTUPOBAHUA
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[MPEKOHLENUMOHHOE MEHETNYECKOE TECTUPOBaHWe Ha HocuTenscTBo (MM T(H)) cTano 3aMeTHbIM COLMOKYABTYPHBIM SBAEHWEM, MOCTaBUB MNepen VHAMBULOM
1 OBLLECTBOM pasfinyHble 3T4eckne Bonpock!. [pobnema MHHOpMMPOBaHKS NaLmeHTa KacaTenbHO PYCKOB POXXAEHNS AETEV C MreHETUHECKMMMN NaToNorMsmm
BK/TIOYAET B CeOA CMEKTP BOMPOCOB, KaCarOLLWXCS BEPOATHOCTHOIO XapakTepa FeHETUHECKUX AaHHbiX, MpobnemMbl OETEPMUHM3MA, a Takke CTOMMOCTU
1 Ka4ecTBa MeAMKO-TeHETUHECKOro KOHCYNETUPOBaHMS. MpodunakTnieckme 3agaqdn reHeTMk Hen3beXKHo CTaBAT BOMPOC O MpaH1Lax aBTOHOMUM nauveHTa
1 B3aMMHOW OTBETCTBEHHOCTV MHAMBMAA 1 obLiecTBa. B cTatbe npuBeneH STUKO-PUNOCOQCKUIN aHanM3 COLMOKYNBTYPHbIX acnekTos MIT(H), BktoHaroLwpmx
B Ce0A HEOEBrEeHNYECKME HepTbl MPOMUNAKTUKI, NMPOBIEMbI rMOpUCa 1 FEHETUHECKOTO (haTannama.
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Preconception genetic testing for carrier diseases (PGT(C)) became a noticeable sociocultural phenomenon that raised various ethical issues with the individual and
society. The issue of informing patients about the risks of giving birth to children with genetic abnormalities includes a range of questions about the probabilistic
nature of genetic data, determinism, and cost and quality of medical and genetic counseling. Preventive tasks of genetics inevitably raise a question about the
borders of a patient’s autonomy and mutual responsibility of the individual and society. In this article, ethical and philosophical analysis of sociocultural aspects of
PGT(C) has been presented, including neoeugenic prevention traits, hubris and genetic fatalism.

Key words: preconception genetic testing, medical and genetic counseling, ethics, ethical problems of genetics, sociocultural aspects of genetics
Financing: Russian Science Foundation project No. 19-18-00422.

Author contribution: Borisova AO — development of the article concept, preparation of resumes, review of related publications, analysis of scientific data, writing
a text; Nesterov RS — review of related publications, selection of empirical data, writing a text.

<] Correspondence should be addressed: Aleksandra O. Borisova
ul. Ostrovityanova, d. 1, Moscow, Russia; borissova@yandex.ru

Received: 21.05.2023 Accepted: 28.08.2023 Published online: 30.09.2023
DOI: 10.24075/medet.2023.020

PasnnyHble BuOpl FEHETMYECKOro TeCcTMpOBaHUSA CTann K flekapcTBaMm, a TakxXxe MporHo3npoBaHe PenpoayKTBHbLIX

HEOTbEMJIEMOI 4aCTbio >KM3HWM COBPEMEHHOrO OOLLECTBa,
rMopoaviB PsiA, CoLMabHbIX SBAEHWA, BCTPOEHHBIX B KYJLTYRY
Ha pasIYHbIX MUPOBO33PEHHYECKNX YPOBHSIX.

MosiBmBLUMecs B 2008 r. metoamkn NGS (Next-generation
sequencing), no3BonuAM  ObICTPO  CEKBEHWPOBAaTb
HyKneoTuaHyto nocnegoBatenbHocTs AHK, PHK u gpyrue
ovononnmepHsle Monekynsl. Metoabl NGS  oTnnvatotcs
HebonblIOW CcTOMMOCTbIO (32 15 neT  cToMmoCTb
cekBenmpoBaHus [OHK cHusnmnace B 100 Thicad pas
[1]) ”n BbICOKOW TOYHOCTBKO MO CPABHEHMIO C MPEXHUMMN
TexHonornaMm — 6narogapsi  9TOMy  FeHeTuyeckue
1nccnefoBaHns ctanu OOCTYMHbl As BpadYen-KIMHULMCTOB
pasHbIX CneLnanbHOCTEN 1 AN LWMPOKOro Kpyra NaLMeHToB.
Ha 37Ol no4Be 3apOoAavnCh HOBblE MNPaKTUKK 3ab0Thl
O 3[00pO0Bbe, CBA3AHHbIE C FEHETUHECKUM TECTUPOBaHNEM
C Lenblo ONpefennTb pUCKM 3abofieBaHuin 1 CroPTUBHbIX
TpaBM, MNPEeapPacrnoioOXEeHHOCT K OXMPEHWIO U OpYrnMm
MeTaboNNYECKNM npobnemam, YyBCTBUTENBHOCTb

BO3MOXHOCTEN. KpoMe TOro, SKOHOMUHECKIM CTUMYIMPYEMOoe
enaHue yaHaTb 0 cebe YTO-TO HOBOE U MHTEPEeCHOe, NPVBESO
K pasBUTUIO MOTPEBUTENbCKOM MeHETUKN — HanpaeneHus
NCCNefoBaHni, LN KOTOPbIX Aaneku oT NpuUKnaaHbix 3amad
MeaVLVHbI 1 HOCSIT, CKOpee, pasBliekaTesbHbI XapakTep. ITo,
HanpuMep, TeCTUPOBaHNE Ha STHUHECKYHO MPUHAOIEXHOCTb,
MONCK POLACTBEHHNKOB, BbIGOP KOCMETUHECKNX 1 YXOO40BbIX
cpencTB. [puberHyTb K reHeTV4YeCKOMY TeCTUPOBaHMIO
Tenepb MOXXET KadKapll >KenaloLnii, MuUHys BpadebHble
HasHa4YeHNs — reHeTU4Yeckne nabopaTopun KOHTaKTUPYHOT
HaNPsSIMYIO C MOTPEBUTENEM, YTO BHOCWUT HOBbIA B3rNAn Ha
reHeTn4eckyto nHopMaumio. MNpurBbIYHbIE NepapxmYeckie
aNropUTMbl MEAWLMHBLI HapyLlaroTes [1], reHeTuka BbIxoauT
3a paMKK 30PaBOOXPaAHEHNS 1 CTAHOBUTCS YacTbiO >KN3HMN
COBPEMEHHOro OOLLIECTBA 11 BECOMbIM CEKTOPOM SKOHOMUKM.

Takum  o6pasoM, HoBas  reHoMuka  cTana
LMPOKOMacCLUTABHbIM — coLmanbHbIM - SIBIEHNEM,  HOBbIM
BbI30BOM /151 MHAMBMAA 1 0OLLeCcTBa.
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[MPEeKOHUENUMOHHOE  FEeHETUYECKOe  TecTUpoBaHue
Ha HocuTenbcTtBO (M T(H)) ocTpo nocTaBuno BOMPOC
COOTHOLLIEHVS MPOMUNAKTUKL U PENPOAYKTVBHOM aBTOHOMUM
nauyieHTa, a Takxe nopoanio PAL STUHECKMX MPOTUBOPEYNI.
YcnelwHsin onbiT nporpamm M T(H) ctan nonynsapranpoBaTthcs
1N CTaBUTb TaKMe 3TUYECKMEe BOMPOCHI, KakK BbIHY>XAEHHbI
BbI6Op MM MopasibHOe 00A3aTeNbCTBO MO OTHOLLEHWIO
K CBOVM OyyLLIM AETAM, CKOHCTPYMPOBAHHBIE Ha KYNBTYPHbBIX
npeacTaBneHnsix O 340POBbe, HNAronoy4n, CHacTbe.

STW LEHHOCTHbIE KOHCTPYKTbI C OAHOW CTOPOHbI 1 cBOBOAA
1N NpaBO MHOMBMIAA Ha MEOVUMHCKME pPecypcChbl C Opyron
CTOPOHbI COCTaBASAOT KapTUHY CIOXHOMO MOpasibHOro
Bblbopa. OTOT BbIOOP CABWUraeTcs B CTOPOHY WHTEPECOB
VHAMBMAA B OfHMIX Cly4asix 1 obLLecTBa B Apyrux. Hanpumep,
B Cl/ly4ae NpounnaKkTnk MHTepeChl 0BLLECTBA NPEBaMPYIOT.

Mpecnegya 6Gnarve uenn NPOMUNIaKTUKL  PasINYHBbIX
TSHKENbIX 3ab0NeBaHun, MeUMHCKasa reHeTrka paclumpuna
CMEKTP LIEHHOCTHbIX OPWEHTVPOB [Oaneko 3a npeaensl
O1ONOrN4eCKOro NMOHNMaHVs 340P0Bbs. XKenaHue ynyylunTb
3[10pOBbE MONYSLMX NPUBENO K TOMY, YTO MHAOVBUOYyaNbHas
cBobofa okasanacb noctaBfeHa mopg, yrpogdy. lNaumeHTckas
aBTOHOMUS MO Mepe PasBUTUS MEHETUHECKNX TEXHOMOMNiA
N MNOSIBNEHUS  MOTPEOUTENbCKOW  FeHOMUKM  cTana
bonee ys3BUMOW W 3aBUCKMMON. MopanbHble OUAEeMMbI
«NPaBWIIbHOMO BblIOOpa» BCTPaVBaOTCA B COLMASIbHYIO TKaHb
B KOHTEKCTE MeankKanmaaumy Ha ypOBHE MPOrHOCTUYECKMX
N TepaneBTUYECKUX PEeLIeHU, KaxkOoe U3  KOTOpbIX
npomn3pacTaeT Ha COUMOKYBTYPHOM no4vBe. PenpoaykTiBHas
aBToHOMUSI B KOHTekcTe I T(H) nprobpeTaeT ocobble HepTsbl,
npoaHanM3npoBaTh KOTOPbIE MPEACTaBNAETCS KpariHe BaXKHbIM
C TOYKW 3PEHNST COBPEMEHHOWN BMO3TUKN.

B cratbe paccmatpuBaloTCs  KynbTypHble akTopsl
dhopmmpoBaHNst OBLLIECTBEHHBIX MPEACTaBNEHUA O 300POBbE
B KOHTEKCTE MEeHETUYECKOro TECTMPOBaHWS, a Takxke NprBeaeH
aHanm3 coumanbHbIX SBNEHNUIA, MOPOXAEHHBIX TEXHOMOMMEN
MrT(H).

1. MPEKOHUEMUMOHHOE MEHETNYECKOE
TECTVPOBAHIE KAK HOBbI BbI3OB OBLLIECTBY

1.1 CoumanbHble TeHOAEHLUMN FreHETUYECKUX
nccnenoBaHuii Ha HocuTenbcTBo B Poccun

HecMoTpst Ha OTHOCUTESBHYHO HOBW3HY, YCYTA MO FEHETUHECKOM
[VarHOCTUKe HabupatoT 60nblUyl0 MONyASPHOCTb Ccpeaum
rpaxdaH Poccum — no oLieHkam 3KCnepToB, OTMeYaeTcst POCT
PbIHKa FEHETUHECKOrO TECTUPOBAHNS.

icnonb3yst MeToL, KOHTEHT-aHanM3a CPefacTB MacCOBOW
nHdopmaumm (CMW), B pamkax faHHOW cTaTblk Mbl 06paTun
BHUMaHWe Ha nonynspHocTs [HK-TecTupoBaHus cpeoun
HaceneHus.

Mo gaHHbIM, OMnyBIMKOBaHHBIM B OTHETE MapKETVMHIOBOM
komnaHun Smart Consult, B xoae BTOPUYHOIO aHanm3a AaHHbIX
ObI1I0 BbISBNEHO, YTO MPOU3BOAMTENM YKa3blBalOT Ha POCT
cnpoca Ha csow ycnyrn B 2021 . B xoge aHannsa AaHHbIX
AHaUTUKK BbIACHUN, YTO POCCUIACKUIA PbIHOK MEHETUYECKIX
TECTOB B CPEAHEM B rof, yBennymeaetcsa Ha 15% no oxeary
1 K 2025 1. pacxogp! Ha [JHK TecTrpoBaHme 4OCTUMHYT 5 MApA.
py6nen [2].

B ot4yere OO0 «leHTp leHeTukn 1 PenpoayKT1BHOM
MeauumHbl «[eHeTko» 3a 2020 r. 3amedeH cnaf, No BblpyHYeHHON
npubbinn no cpaBHeHWto ¢ 2019 . Ha 10% [3]. ABTOpSI
oT4eTa OTMEeYaroT, YTO crnaf MoTPebHOCTN B reHEeTUHECKIMX
TecTax cBA3aH ¢ naHoemunen COVID-19. B maHHbIM nepuop,
rpakgaHe Oblv OrpaHnYeHbl B MEPEOBVKEHUN U B LIESTOM
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pexe obpaljanncb 3a MeAMLMHCKOM N OMarHOCTUYECKOM
MOMOLLbIO, HE CBSA3aHHOW C MPOMUNaKTUKOM 1 NeYeHnemM
KOPOHaBMPYCHOW UH(EKLIMN.

PecrnoHaeHTbI-NPON3BOANTENN  TEHETUHECKNX TECTOB,
OMpPOLLEHHbIE B pamKax UCCneqoBaHus, nposoammMoro Forbes,
oTMeYaM Npu 3ToMm, 410 B 2021 . CNPOC Ha UX NPOAYKLMIO
3Ha4YUTENBHO BO3POC MO cpaBHeHnto ¢ 2020 . Poccumnckas
koMnaHns Genotek B onpoce coobLymna, YTO exerogHo
B 2,5 pasa yBenniMBaeTcs BOCTPeb0BaHHOCTb UX YCnyr [4].

Pesynetatbl NOAOOHBIX MCCNEfoBaHWA U OMNPOCOB
NMO3BOMSOT  OMNPEfennTb  SKOHOMUYECKYID pPOJb  YCiyr
FEHETUHECKOro TECTMPOBAHNS U X BOCTPEDOOBAHHOCTL A5
HaceneHsl, 4TO B CBOK OYepefpb yKasblBaeT U Ha colpanbHyo
3HaYMMOCTb.

BesycnoBHbIli BKNag B yBenunyeHre BOCTPebOBaHHOCTU
FEHETUYEeCKOro TeCTUPOBaHMSA BHOCHAT  MOBCEMeCTHas
nponarasia 1 nonynspusaums 30opoBoro obpasa »KU3HW.
HecmoTpst Ha 6onee BbICOKYIO CTOMMOCTb FEHETUYECKMX
TectoB B Poccun no cpaBHeHuto ¢ CLLUA (B 2-3 pasa) [5],
B HacTosilliee BPeMsi, MOMUMO JIIOAEN C BbICOKUM YPOBHEM
[oxona, yBenMYMAoCh MoTpebneHne reHeTUHecKnx TecToB
1 cpeou Mogen co CpefHUM ypoBHeM pocTaTtka. OpgHako
cerogHa ogert bonblle UHTEpPecyeT He pPoXAeHue
3[10POBbIX AETEW, a TeKyLUMe NNYHble NPOoBnemMbl, CBA3aHHble
C M30ObITOYHBIM BECOM, MbILLEYHOM MacCO, PUCKOM pa3BnTIS
TSDKESbIX CepAevHO-COoCYanCTbIX 3aboneBaHui, caxapHoro
nuabeta n gp. [6].

Hanpumep, no pgaHHbIM - unccnegoBaHna  HMUL
SHOOKPUHOMOMMK, 3HAYUTENbHO YBEMYUICS CNpPOC  Ha
reHeT4eckoe TecTpoBaHne B P® B 2021 ., 4to Ha 16%
6onblue, Yem B 2020 .. ABTOPbI UCCNEOOBaHWs!, CCbiNasichb
Ha H. I MoKpblIleBy, OTMEYatoT: «reHeTVKa 3aHMaeT BCe
fosbllee MecTo B COBPEMEHHOM MeduuuHe Mo YeTblpem
OCHOBHbIM HampaeneHnsiM, B TOM 4uUC/e B MpeHatasibHOn
OMarHoCTUKe, MNPEOUKTUBHON MeduUMHE W PasfUyHbIX
CKPUHWUHrax» [7].

Ccblnasicb Ha akcnepTtHoe MHeHwe, M. [0. Jloradeea
n B. C. TlywkapeB yTBepXgatoT [8], 4TO MOCTENeHHO
CTOMMOCTb MEHETUHECKOrO TECTMPOBaHUS OYAET CHMKATLCS.
CHWXeHVEe CTOMMOCTY TakXXe MOXKET MOMOXKMUTENBHO MOBAUSATH
Ha BOCTPeHOBAHHOCTb TECTMPOBAHWS CpPeay HaceneHus
1 Ha MacliTabuposaHue ycnyru, B Tom uucne TIT(H), Ha
rocynapCTBEHHOM YPOBHE.

Mpn aHanM3de MpPaBOBbIX PUCKOB,  CBSA3aHHbIX
C reHeTudeckon anckpummHaumen, E. E. borgaHoBa npsiMo
OTBEYaEeT, YTO 3anpoc obliecTBa Ha MHMopMaumio o JHK
pesko Bo3poc. BmecTe ¢ Tem, BO3pocna M «3HAYMMOCTb
reHeTudeckonm uHdopmMaumn, cogepxawencs B AHK
Yenoseka» [9].

K. 3. PeBassaH, aHanusunpys 3apybexxHbll onbIT
OTHOCUTENBHO  MCUXOCOLMASbHBIX, STUYECKUX U UHbIX
aCMeKTOB MeHETUHECKOro TECTUPOBaHNS obpalllaeT BHIUMaHWe
Ha cnegytlowmn dakTt. «[locne nonydveHus nMHMopmMaumm
O MpeuMyLLIeCcTBax MPOBEAEHVS MEHETUHECKOrO CKPUHMHIA
Ha HOCUTENBbCTBO MOHOIEHHbIX PELECCUBHBIX 3ab0neBaHun
y GonblMHCTBa L, faxxe 6e3 OTHArolleHHOro aHamHesa
dopMUpyeTCA K HeMy MNONOXUTENbHOE OTHOoLeHue» [10].
ABTOPbI YNOMWHAIOT WCCNEAOBaHME, KOTOPOE MPOXOAMSIO
B CLLIA B 2019 1., B paMKax KOTOPOro y4acTHUKM Nonyyani
3HaHMA U WHOpMaUMIO O CKpuHUHre. «[logasnstollee
OOMBLUNMHCTBO MaUMEHTOB COOOLUMAN O MONOXKUTENBHOM
(45,2%) v HenTpanbHOM (48,2%) OTHOLWIEHUM K HeMmy,
a TaKkxKe CUUTanu, YTO CKPUHWHI HeobxoamMMo npepfaratb
BceM OepemMeHHbIM >keHlmHaMm. OpHako npu OTBETe Ha
BOMPOC O >KenaHun MPOWTL CKPUHWUHI Ha HOCUTENbCTBO
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TONbKO 34,2% OTBeTUNM NoNoXuTenbHo, 51% Obinn He
FOTOBbI, OCTaslbHble COMHEBaIMCb. [onyyeHHble peaynstaTsl
3HAYMMO He pasnnyaIncb Mexay VCCnemyemMbiM rpynnamm
naumeHToB. HexxkenaHne NPOWTU CKPUHWHI OOBSACHANOCH
HEXBATKOW BPEMEHW, OTCYTCTBUEM FOTOBHOCTY MEHSATH CBOU
PEnPOAYKTVBHbIE MnaHbl MPU BbISBAEHUM HOCUTENbCTBA,
h1HAHCOBBLIMI OrPaHNHEHNSAMM, TaK Kak YHaCTHUKN HEe CHATaM
HY>KHBIM TPaTUTb AEHbIM Ha «MUNOTETUYECKYIO BOSMOXXHOCTb
HoCUTEeNbCTBa», YTO JIWWHWA pa3 CBUOETENbCTBYET
O HeobxodMMOCTW MOBbILWEHNS YPOBHSA 06pasoBaHus
Hacenenus» [11].

Ob6pazoBaHHOCTb Hnarononyyarenel (nauneHToB) U
MeOVLMHCKIX paboTHMKOB BHOCUT BKJ1af, B BOCTPEOOBAHHOCTh
1 CNPOC JAaHHOW YCNyr cpeay HaceneHus.

1.2. Mpo6nembl NHhopMUpPoBaHNSA

ViHdopmmpoBaHne — opgHa ©n3 Hambonee STUHECKM
CNOXHbIX 330a4 B reHeTuKe, MOCKOSIbKY WMEHHO MOMEHT
MHOPMMPOBAHNS SABNSETCS TOYKOW 3apOXKAEHNST KOHIMKTa
VNHTEPECOB MHAVBMAA 1 06LLEecTBa.

OCcobBEHHOCTBIO MFEHETUHECKON MHOPMAaLLM, COOBLLaEMON
nauVeHTy, SBNSIETCSA ee BEPOSATHOCTHbI XapaKTep 1 CIIOXKHOCTb
MHTEpnpeTaumn JaHHbIX.

YcnoxHeHne 3agad  MHOPMMPOBaHMS  NauneHTa
B XO[e [FEeHEeTUYeCKOro KOHCYbTMPOBaHUS (opMupyeT
cneundunyeckne TpeboBaHUs K dopmam 40OPOBOSBHOMO
NHMOPMUPOBAHHOIO cornacus, BKJIOYatoLMe
0bpaszoBaTesibHy0 1 PasbACHUTENBHYIO 3aaadn. «[lauyeHTam
HeobxoAMMO OOBACHATL KOMIMIEKC pPasHbiX acnekToB,
KacaroLLMXCA BEPOATHOCTHO-MPOrHOCTUHECKOW U CEMEHOM
CrneunuKm reHeTUHECKNX JaHHbIX, BO3SMOXXHOCTb M3MEHEHS
VMHTepnpeTaunmM pe3ynsTatoB CO BPEMEHeM, YTO npuaaeT
0coboe 3HaveHue MOHATHOCTU U YntaemocTu chopm AVIC.
<... > [lpepocTtaBneHne uwHdopmMaumn B obweMm Buae
HaleneHo Ha To, YTOObl M3bexaTb HEecrnonesHbix 1 aaxe
noTeHuManbHO BpedHbiX aPdeKToB NHPOPMUPOBaHNS, Mpu
3ToM obecneyrBas HeOOXOAUMbIE A1 MPUHATUS pPeLleHnst
ceegeHunst. OfHako BaXkHO, 4YTOObI MauUMEHT Oco3HaBas
OCOBEHHOCTW reHETUYECKOM WHOpMaLK, MOoHMMas ee
3Ha4eHne 0N KPOBHbIX POACTBEHHVKOB 1 €€ 3aBVMCHMMOCTb OT
MOCTOSIHHO N3MEHSIFOLLMXCSt TEHOMHbIX 6a3» [12].

B xome KoHcynbTauMm — Bpad-reHeTuK  nonydaet
MacCVBHbIN 06BEM [aHHbIX, KIIMHNYECKOE 3HAaYeHVe KOTOPbIX
MOXET BapbuvpoBaTbCs B 3aBUCUMOCTW OT BapuaHToB
nocnepoBatensHocTy JHK.

B. J1. xeBckas n E. E. BapaHoBa nogpasnenstot ux Ha

TPW rpynnbl:

«— BapnaHTbl, CBA3b KOTOPbIX C 3aboneBaHnem
yCTaHOBJIeHa paHee, 4Y4TO MO3BOJSIAEeT NnoaTBepinTb
OnarHos;

— BapumaHTbl, KOTOPble MOIryT WMETb OTHOLUeHne

K COCTOSIHMIO 3[0POBbsl 4efoBeka, HO He CBs3aHbl
C MepBOHaYaIbHOM LEMbIo TECTVPOBaHWS (BTOPUYHbIE
NNV HEOXKWORHHbIE HAaXOOKN);
— BapuaHTbl HEOMNPEAEeNIeHHOro 3Ha4YEHVIs!, CBSA3b KOTOPbIX
C naTosiorvien B HacTosiLLge BpeMsi He JokasaHa.
VHTepnpeTauysi BbISIBNEHHbIX MEHETUHECKUX BapuaHTOB
MOXeT OblTb 3aTpydHeHa WK3-3a HegocTaTka 3HaHWi
O WX NaToOreHHOCTM UM [O06POKAYeCTBEHHOCTU (Tak
HasblBaeMble BapuiaHTbl HEONPeaeseHHOro 3Ha4eHwusl), oHa
MOXET MEHSITbCS CO BPEMEHEM MPU HaKOMNEHWN HayYHbIX
3HaHUN NN KIMHUYECKUX HabnogeHnin. Mpu obHapy»KeHun
HEKOTOPbIX MEHETUYECKMX BapWaHTOB MOXXHO C BbICOKOW
BEPOSITHOCTLIO MPEeAckasaTh 3ab0seBaHme TOMbKO B KOHTEKCTE

MEOMLMHCKOro Ui CeMENHOrO aHamHe3a COOTBETCTBYHOLLIErO
3aboneBaHus» [13].

[MpEeKoHUENUMOHHOE  FEeHETUYECKOE  TecTUpoBaHue
NpenocTaBseT AaHHbIE O BEPOATHOCTN POXAEHMA pebeHka
C natonoruen. 9ta BEPOSITHOCTb, HECMOTPS Ha e€ MPOLEHTHOE
BblpaXXEHNE, SABNSETCA Cepbe3HbIM WCTOYHMKOM CcTpecca
1N NOpOXAAeT pasfnyHble NMHUX MNOBEAEeHUs BMIOTb [0
OTKaza OT [OETOPOXAEHWUS WM HaMepeHHOro unlberaHvs
rEeHETNYECKOro TECTUPOBaHMS. Hanpumep, NpodunakTnyeckme
Mepbl No 6opbbe ¢ Tanaccemven Ha Kunpe B 1970-e rT.
CNpoBOLMpOBan/ B OBOLLECTBE CTpax POXAeHUs 6ONbHOro
pebeHka [0 TakoW CTeneHW, YTO 3TO MPUBENO K CHYDKEHUIO
poXaaemMocT 1 yBenudeHwto 4Yucna aboptos. Jloaw,
MMetoLLIE 300P0BOro pebeHka, He XOTenu UCMbITbiBaTb Cyaboy
1 PUCKOBATb, AOBOJIbCTBYSCH CBOVM MOSMIOXEHNEM, a UMELOLLVE
y>ke BonbHOro pebeHka He >xenanu NoBTOPsSiTb TPaBMaTUYHbIN
OMbIT, MO3TOMY TakKXe OTKadblBa/IMCb OT [AETOPOXKAEHWS.
AMepvKaHcKuin aHTponornor Non PabuHoy HadbiBaeT nogobHoe
camoorpaHn4eHne «reHeTUHecKkM HoLebo» [14].

ViHcbopmaums, nonyyaemas nayneHTamm Ha
KOHCYynbTaLMW, C OOHOW CTOPOHBI, MOMOraeT UM MPUHUMAaTH
pelueHnss OTHOCUTENbHO CBoero 6Oyayllero, a ¢ [gpyrom
CTOPOHbI, 3a4acTytd He COOTBETCTBYET WX Ky/bTYPHOMY
1 obpazoBare/ibHOMY YPOBHIO, BCNEACTBUE Yero BO3HUKaET
NIOXXHOE MpeacTaBfeHne o 601e3HN — MHOraa NOBEPXHOCTHOE
1 CAVLUKOM OMTUMUCTUYHOE, a MHOrAa CIMLLKOM HeraTtuBHoe
1 rHeTylwee. [na npencrtaBuTenet TPaaULUMOHHBIX KynbsTyp,
HanpuMep, TakMX Kak KOHCepBaTWBHblE €Bpeu, MogobHas
MHDopMaumsi MOXKET CTaTb [OBAEOWEen Mo MnpuyvHe
OTBETCTBEHHOCTW Nepef, OyayLLIVM MOKONEHEM 1 ONAaCHOCTU
HEBOJIBHOIO PacKpbITUSA KOHMUAEHUMANBHOM MHDopMaLm
B HebonbLUIOW 0OLLMHe, IAe BCe Apyr Apyra 3HatoT.

BocnpuaTtne reHetudeckon umHbopMaumm B xode
KOHCY/ETUPOBAHWNST NIOXKUTCH Ha Y>KE MMEIOLLMECS OXXOaHNS
naupnenTa. MpuyeM 3TV NpefaBapuTesibHble NMPencTaBneHns
MOryT BapbMpOBaTbCA OT MOJSIHOW HEeOoMNpPeaeneHHOCT
[0 BrOSIHE 4YETKOM MOAEeNM CO CBOVMMU OOBACHEHUSMM.
CornacHo wccnepoBaHuto PoHbl Makneon [15], paxe
€ecnM No pesynbrataM TecTUpOBaHMA He Obla BbisiBNeHa
HacnefACTBeHHas MPUYMHHOCTb, MauWeHTbl BCe PaBHO ee
nckanu. TonbiTkn NpoaHanMa3npoBaTth MPUYnHbLl BoNe3Hu
MIMENN OTTEHOK MPEeAB3ATOCTY.

Takke MOXHO OTMETWUTb OTCYTCTBME MOHUMAaHWUS TOro,
YTO MOBMEYET 3a COBOW MeHETUHECKOE KOHCYNbTVMPOBaHME.
HecMoTpst Ha TO, Y4TO MHOrVe MauneHTbl YXXe UMeNn onbIT
OBLLEHNS C BPa4OM MO MOBOAY MEHETUKM Ha JOK/IMHUYECKOM
aTane, MosyYyeHHas Ha KOHCynbTauum MHbopmMauus crtana
0151 HUX HEOXWUIAHHOW, a cambiM TaBHbIM BOMPOCOM
K Bpady-reHeTVKy Oblnv Te, KOTOpble AaBany MakCUManbHyHo
onpeneneHHocTb, T.e. BOMPOCbI MO  TuUMy «da/HeT».
MperMyLLIECTBEHHO peydb LWna O hakTe HacneaCTBEHHOCTU,
0 puyCcKax ansi naumeHTa 1 ero cemMbi 1 BO3MOXXHOCTY MOBNATb
Ha HKX. [Npryem 3T BO3MOXKHOCTY Yallle AenervipyroTcs Bpady,
YTO [JaeT YyBCTBO 6€30MacHOCTW nauneHTy [15].

ViccnenoBaHune npouenypsbl reHeTn4eckoro
KOHCYNbTMPOBaHnA, npoeoavBlueecs B KaHage B 2013 .,
rokasarso, YTO OCHOBHOW NMPOBIEMON SBASETCS HU3KUIA YPOBEHD
OCBEOOMEHHOCTU O FEHETUHECKIMX 3ab0eBaHVsX B 0OLLECTBE
B LienoM. MaumeHTbl NpUXoadaT B HadexXae nonyYnts 6oblue
MHopMaumn 1 OT NPOoLEcCa KOHCY/IBTUPOBaHWS 3aBUCUT KX
MCUXO-3MOLIMOHaNIbHOE COCTOsIHME [16].

Bonpoc 3awmnTbl MNYHBIX AaHHBIX B XO[4e MEeHEeTUYeCKOro
KOHCYNbTMPOBaHNSA Ha HOCUTENBbCTBO TakXe SABNSETCSH
akTyanbHbIM.  HecmoTpss Ha  Mepbl  obecnedveHuns
KOHMAEHLMANBHOCTY B NporpamMme NpounakTnki 6onesHm
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Tes-Caxca B paMkax nporpammbl «Jop-/leLLopum», Bo3HUKaeT
BonMpoc 06 ys3BMMOCTWU WHOMBWOOB B Masiovi CoLMansHOM
rpynne BepytoLLmnx, rae npooamnocs I T(H). Tak HasbiBaemas
«OOLIMHHasA reHeTKa» MOMOraeT BbiCTpanBaTb MexXaHU3Mbl
npounnakTk 6narogaps ycTosM 1 aBTopuTeTam, HO B TO
>KE BPEMS COMpshkeHa C PUCKOM HEBOJIBHOMO pPacKpbITvs
MHOopMaLMKM, NO MHEHWIO 13PansibCKOro MccnenoBaTens
A. Paua, Tak Kak BHyTpW HebosfbLUoro coobllectsa Mo
KOCBEHHbIM MpU3HaKam OKpy>KatoLLe MOryT AorafplBaTbCs
O NPUHMHaX PaCTOPXKEHWS MOMOJIBKW 1 MOABEPTHYTh HOCUTENS
1 ero CeMbto ANCKPUMUHALIN.

Takvm 06pasoM, MPOrHOCTUHECKUI XapakTep TpebyeT
N3MEHEHVST MOfyca B3aMMOOTHOLLEHWUI «Bpad—MaLmeHT,
Kak C y4eToM yOuHbl MOHVMaHUSA PUCKOB W BbIFOA, ANs
nauyieHTa, Tak 1 C Y4eTOM ero KysnsTypHOW MPUHAONIEXHOCTU
1 NCKXO3MOLMOHAIBHOMO COCTOSHUS.

VIHbopMUpoBaHe OxBaTbiBaET He TONbKO Npobremy
nonyvernss ONC, HO v nonydyeHus WHdopmaumm [17],
KOHCY/BTUPOBaHNSA MO BOMPOCaM MNpPeapacrnofioXeHHOCTU
K HacneacTBeHHbIM 3abonesaHviam [18].

3. M. CynraHaesa v konneru, BBuay HU3KOro oxeaTa cemel
MHOPMMPOBAHNEM O METOAAX AMArHOCTUKN 1 MEAULIMHCKIX
TEXHOMOMMNSIX, MPOBENM COLIMONIOMMHECKOE UCCefoBaHme
OTHOLLIEHNSI XKEHCKOIO HaceNeHnst K MeToaaM reHeTUHECKIX
VICCNeaoBaHnn 1 reHeTMYECKOro NpocBeLLeHnst cpean 698
>KEHLLIMH PENPOAYKTMBHOIO BO3pacTa.

PesynsraTthl nccnenoBaHus nokadanu, YTo 60sbLuas 4acTb
y4acTHUL nccneposanmns (70,5%) oTMeYatoT BaXKHOCTb 3HaHWI
1 MHOPMaLIMK OTHOCUTENBHO HAaCNEACTBEHHbBIX 3a601eBaHNI.
PecnoHpgeHTam 6bin 3agaH BOMPOC O  HEOOXOAMMOCTM
NpoBeAeHNst MEANKO-TEHETUYECKOrO KOHCYIBTUPOBaHNS. Tak,
38,4% pecnoHOEHTOB cHYMTaeT HeobXxodVMbIM MPOBOAUTL
ero «npu BCTynneHun B 6pak, 47,9% npu 6epeMeHHOCTH
n 24,2% TONbKO NOOSIM U3 CemMell C HacneaCTBEeHHbIMU
3a60neBaHUAM».

Ctout 0bpatnTb BHUMaHWE, YTO YacTb PECMOHAEHTOB,
y4aCTBYIOLLIMX B OMPOCE, MPW OTBETE Ha BONPOC OTHOCUTENBHO
peLleHNst 0 NPOBEAEHUN NpeHaTaNbHOW AnarHOCTUKK B 25,7 %
Cny4aeB CHUTAIOT, YTO PeLLEHVe JOMKEH NPUHUMATL BpaY.

B pamkax BbILLEYNOMSHYTOrO ONpoca, y4aCTHUKaM TakKe
ObIN0 NPeanoXXeHo OTBETUTL Ha BOMPOC O hopMe cornacust
Ha npoepeHune OHK-TectmpoBaHns. 32,3% pecnoHOeHTOB
cuMTaloT, 4YTO ONA MNPOBeAeHWs Mpoledypbl OOCTaTOYHO
YCTHOW JOrOBOPEHHOCTH, «28,5% — HeobxoayMo NMCbMEHHOE
cornacve ¢ nognuceto obcnenyemoro, 38,5% — obszaTensHo
nMcbMeHHoe NHPOPMMPOBaHHOE Corfacue ¢ Noanm1Chio Bpada
¥ naupenTta» [19].

1.3 MpodunakTnka vs penpoaykTueHass aBTOHOMUSA

OcHoBHbIMM Lenamu T T(H) aBRstoTca CHMKEHME PUCKOB
POXOEHVS AeTel ¢ MaTonorusMmn 1 nosyyeHne nHpopmaumn
O CBOEM 3[10POBbE.

Kak nokasbiBatoT MprMepbl MPOUNaKTUHECKNX MPOrpamMm
B CTpaHax 3anapga, Ans OOCTMKEHWst MepBOW LIenn HePeaKo
npuxoamTcs cMmellatb (QOKYC BHUMaHWS C WHTEpPecoB
VHOVBMOA Ha MHTepecbl obulecTBa. OTO CTaBUT BOMPOC
0 rpaHuLax aBToHoMUM NauneHTa. Cama mnaest NpounaxkTKm
nofpa3yMeBaeT BMOSIHE KOHKPETHbIE PELLEHNs, KOTOpble He
BCerga MoryT CoBMafaTth C OXXUAAHVAMM MaumeHTa unv ero
>KN3HEHHBIMU LIEHHOCTSMM.

MopanbHOM  OCHOBOWM  B3aMMOOTHOLLEHUIA  Bpaya
1 nauveHTa SBNSETCs NpPaBAMBOCTb, KOTOpasi MOXET ObITb
VHTEPNpEeTUpOBaHa Kak «MpaBO 3HaTb», T.e. MOyYUTb
MaKCUMasbHO MOSTHYKO 1 AOCTOBEPHYO MHOPMaUmo, YTOObI
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Ha ee OCHOBe MPUHATL pelleHne. [pudem 3TO pelueHne
HeNpPeMeHHO AO/MKHO BbITb CAMOCTOSATENBHBIM 11 6€3 BHELIHEMO
[aBneHus, 4tobbl cobnoaancs NPUHLMN aBTOHOMUM NaumMeHTa.

ABTOHOMHbIE PELLIEHNst MOMYT TPaKTOBAaTLCSA MO-Pas3HOMY.
C ofHOW CTOPOHBbI, 3TO YaCTb MPaKTUKK 3aD0Thl O 3[0POBbLE,
C [Opyroh CTOPOHbl — OTBETCTBEHHOE OTHOLUEHNE
K poOuTenbCTBY, >KenaHue [aTb CBOMM Oyayllem [OeTsM
nydwee. OOHakO VMEHHO Ha YyBCTBE OTBETCTBEHHOCTU
1 [ofra CTPOUTCH pUTOpUKa «MOopasibHOM 0653aHHOCTV» Nepef,
oblecTBoM. «3a4veM poxaTb MHBanMpa? 3adem obpekaTb
pebeHka Ha CcTpagjaHua?» — BOMPOLUAET KONNEKTUBHOE
«s» Opy3el, POACTBEHHMKOB, corpaxkgaH. CouuasnbHble
OXMAAHNS, CKOHCTPYMPOBaHHbIE Kak MeYTbl 06 naeansHOM
300pPOBOM O0OLLECTBE, HE MPOCTO HOCAT YTOMUYECKNIA
XapakTep, HO [enatoT penpoayKTVBHbIA BbIOOP 4enoBeka
3aBVICMMbIM OT €ro OKPYXXEHWUS! U LIEHHOCTHbIX YCTAHOBOK
obuLecTBa. leHeTNYecKre faHHbIE CTAHOBATCS MHCTPYMEHTOM
KOHTPOJS 1 BNAaCTUW, B HEKOTOPbIX MOPOXKAas Tak Ha3blBaeMyo
«FEHETUYECKYIO AUCKPpUMUHauMo». B nepuog nanaemum
KopoHaBuMpyca B LiTaTax BalmHrtoH n Anabama B CLLA
00MbHNLBI OOBUHANUCH B OVCKPUMMHALIMOHHOW MONUTUKE
COPTUPOBKM 60SbHBIX, KOTOpast He AaBana [OCTYyMn K TakuM
n0ednumMTHBIM pecypcam, kak annapatb! VIBJ1, Ha ocHoBaHWN
[aHHbIX O FMeHETUYECKOWN MaTonormn, OTHOCSLLENCS K rpynne
XPOHNYECKMX 3a60neBaHnii NN YMCTBEHHbIX OTKIOHeHW [20].

B obuwecTtBe, roe cembu C  OeTbMU-MHBaNMZamu
NoABEPratoTCsl OCY>KAEHWIO, B YCMOBMSAX BO3pacTaroLlero
BNSHUS NMOTPEOUTENBCKON MEHOMUKM, CTpaxiy CTaHOBATCH
VHCTPYMEHTOM pPEKNaMHbIX CMeKynsaLumii, a naumeHTCcKue
pelleHnst OpPMUPYIOTCS B 3aBEIOMO CTPECCOBOW CUTYaLIMN.

Becbma nokasaresnbHbIM SABMSETCH BbiCKadblBaHye AenyTara
locynapcTBeHHon Oymbl W. Jlebenesa o OeBoudke-uHBanMae,
CcnpoBoLmpoBaBLLee bypHoe obeyrxaeHue B CMIN 1 coupmanbHbIX
cetax B 2017 r.: «3ayeM TakuM AeTaM pagdpeLuatoT NosiBNATLCS
Ha CBeT, Befb 3TO My4eHue, a He usHb?! CoBpemeHHas
MeavumHa onpenensieT naTonoruo 3apaHee» [21].

CornacHo uvccnefoBaHvsM,  CTUrMaTu3auus  Benet
K COLManbHON 130NaUMn poamTeneil OT ceMbl 1 ODLLECTBA,
MCUXONOMMHYECKOMY BbIFOpaHuIO, Cy LMaabHbIM MbICSISM.

Bbixon, 13 3TOM CUTyaumMu C MOMOLLBID MEHETUYECKOrO
KOHCYNBTMPOBaHNS, B YacTHoCcTW, M. BaTtaHabe npepgnaraet
05 peleHns npobnemM  MEXIIMYHOCTHBIX  OTHOLLEHWIA
B ceMbe [22].

LOpyrM BaXKHbIM aCrnekToM aBTOHOMHOMO PeLUeHVs]
SABNAETCA BO3MOXHOCTb fle4eHus1 OuMarHOCTMPOBaHHOIO
3aboneBaHns, HO B HacTosiee Bpems 95% reHeTUHeckmx
naTonornii He nedvarcs.

Taknm 06pasom, nonyyas MHopMaLIMO O HOCUTENBCTBE,
nauveHT nonagaeT B CUTyaLuio CyneprnosnLmm, Koraa Belbop
€CTb, HO B TO »K& BPEMS €ro Her.

ABTOHOMUSI MaumeHTa u npodunakTuieckre 3apaqu
3[0paBOOXPaHEHNs1 CMETalOTCsA B CIIOXKHbIA  OpHaMEHT
orocoumanbHOCTM,  KOTOPbIM  MOXHO — onucaTb  Kak
COBOKYMHOCTb MPEACTaBNeHun Yenoseka o cebe Kak XX1BOM
OpraHv3Me Ha OCHOBE COUMOKY/IBTYPHbIX MpeacTaBneHuin
0 3[40POBbE N BO3MOXHOCTSX MOBMUATL Ha HEro.

Paambilungs o B3aMMOCBA3M  PerynsumoHHbIX
MexaHn3moB obLecTBa MogepHa, Non PabuHoy onvcbiBaeT
napagurMy coumanbHOM peanbHOCTH, KoTopas CTPeMUTCS
KOHCTPYMPOBATL U U3MEHSTb MPUPOLY COOBPa3HO KynbTYPHbIM
npeactasneHusM. OH NPOCNEXMBAET MCTOPUHECKMIA NEPEXOL,
OT KOHCTPyMpOBaHMs 06LlecTBa MO MOZENsaM Mnpupoabl
K KOHCTPYMPOBaHWUIO MpUpOoadbl MO MOAENM KynbTypbl — 3TO
cucTeMa coupalibHbIX MPaKTUK, pasBuBaloLIMXCst Ha 6ase
HOBOW MEHOMUKM.



OPUTMHAJIbHOE UCCJIEQJOBAHNE

Ccblnasicb Ha P. KacTens («YnpasneHune puckammn», 1981),
PabuHoy onuvcbiBaeT M3MeHeHWe CoumalibHbIX TEXHOMOMIA,
KOTOpPOE  «...COKpallaeT npsiMoe  TepaneBTUYECKOe
BMeLLaTENbCTBO U 3aMeLLaeT ero yCuUeHnem npeseHTBHOMO
aOMUHNCTPATMBHOIO yNpaBneHus rpynnamMy  HaceneHus,
HaxoAALLMMUCS B 30HE pUCKa».

[MoNbITKA NPEOAONEHNST Pa3HOINacuin Mexxay MpupoaoN
N KyNBTYPOW BbIP2XXAIOTCA B MPOELMPOBaHNN LIEBHHOCTEN Kak
C NpuUpoabl Ha KysTYPY, Tak U C KynbsTypbl Ha NMpUpogy.

PpaHLy3ckunii prnocod 1 coupmonor bpyHo Jatyp Hagenset
CBOWCTBaMM areHTHOCTW He TONbKO VHAMBMAOB, HO 1 OOBbEKTHI,
naen, TexHonornn. B ero akTopHo-CeTEBOW TEOPUM TEXHOMOM
NprobpeTaroT CTaTyc NpUBUIErpoBaHHoro obbekTa. Onepurpyst
B pamkax [lapuvKCkon LUKOMbl CEMMOTUKM, JlaTyp 3asBrserT,
YTO «Hay4YHbIl (haKT KOHCTUTYMPYETCA MexZy OOLLECTBOM
1 NPVPOLOW BO B3aMMOOENCTBUN reTEPOreHHbIX CyObekToB/
06bekToB» [23]. TpakTysi COLVOKYNBTYPHbIe nocneacTaus M T(H)
Ha OcHOBe Teopuu JlaTypa, MOXHO CkasaTb, YTO FeHeTUKe
Jenervipytotcs komneteHumn obllecTBa. Cneflys Toi ke
NOrVIKe, CaM Ye/0BEK YXKe MpeacTaBnsieT COboN He NacCHBHbIN
couManbHbI CyObEeKT, a CNOXHbIA aHcamb/lb MPUPOAHOro
1 coLManbHOro, MOPUOHYIO aKTOPHYIO CUCTEMY camy B cebe.

K Tomy »>ke, paxe nposiBuBLWMECS B deHoTUne
reHeTU4ecKne naTonormm MOryT BOCMPUMHUMATBLCA HE Kak
TOTarnbHas Heydada 1 >kankoe 6e3paoCTHOe CyLLIECTBOBaHME,
a Kak 0cobbli 0bpas »M3HW. Takne npuMepbl NPUBOAUT
B cBoeil pabote «[bsBonbCKun reH» B. M. Accaanb:
«BCMOMMHaeTca cyapba Mwuwensa [eTpyydmaHu, reHns
My3blKW, CTpafaBLUero HeCOBEPLUEHHbIM OCTEOreHe30M
N NPEeXOEBPEMEHHO YMEpLUEro Mo MpUYMHE OCNOXKHEHNS
natonormn. KTo MOXXeT ckasaTb, YTO ero »KusHb He cTouna
TOro, 4TO6bI €6 MPOXUTE? MuLLENb PELUWICS Ha MPOAOKEHNE
pofa, 0CO3HaBast BbICOKYIO BEPOSTHOCTb MOSABAEHWS Ha CBET
6onbHOro pebeHka, HO OH BOCMPUHMMAT CBOE COCTOSIHUE
NNLLb Kak siBNeHne, a He kKak 6one3Hb» [24]. MHoro4mcneHHble
nauVeHTCKMe OpraHm3aLyn TONbKO NMOATBEPXKAAIOT NMOAOOHIN
B3NS4 U CTPEMSTCS AoKasaTb, YTO XKUTb AOCTOMHO U UMETb
BO3MOXXHOCTb CamopeanusaLmn B LiBUIM30BaHHOM OBLLECTBE
MOXKET KarKAplA BHE 3aBUCKMMOCTU OT HaM4nsi BPOXXAEHHOM
naTonornm.

Takum  06pa3oM, aBTOHOMMWSA  nauuMeHTa  MOXXeT
peanM3oBatbCsi B paMKax CUCTEMbl  COLManbHbIX
NPeAcTaBfeHni O 340POBbe, B KOTOPbIX YCTOSIBLUMECS
LEHHOCTM CrneTaluTcs C  Hagexgamy U ornaceHnsMu
OTHOCUTENBHO COBPEMEHHbBIX BUOMEANLIMHCKIX TEXHOOMNIA.
[Mpy STOM MedTaTeflbHas YCTPEMIIEHHOCTb K UWaeasibHON
XKN3HN, KOTOPYIO MOXXHO MPOrHO3MPOBaTh W KOHCTPYMPOBAaT,
nparMaT14eck ypaBHOBELLMBAETCSt COLMaTbHOM PeanibHOCTLIO
N ee VHAMBUAYaSbHBIM NCUXONOrMYECKUM BOCMPUSATUEM.

2. KYNIbTYPHbBIE NAHAOLLUA®TBLI B MOJIE 3PEHNA STUKWM
2.1. HeoeBreHnyeckue yeptbl MIT(H)

o 80-x rogoB XX B. FeHETUYECKOE KOHCYNbTMPOBaHME
HOCWUNO MPOMUNAKTUHECKMIA XapaKTep, OAHaKO MHOXECTBO
BOMPOCOB KacaTeflbHO coumanbHoM  CnpaBenMBOCTU
N HEOEBrEeHNYECKNX BESHUA B MEHOMUKE U3MEHUIM BEKTOP
npoLenypbl MHPOPMUPOBaHWSA B CTOPOHY HEAVMPEKTUBHOMO
npenocTaBneHns MHopmMaLm 0 300poBbe. Ecnv npeacTaBnTb,
4YTO cucTemMa 3[pPaBOOXpPaHeHUs WHAMOPMUPYET Mapbl Ha
npeaMeT HOCUTENbCTBA, He CTaBs 3afaqy COKpaLLeHVs Ymcna
poXAeHVs 60bHBIX AETEN, TO aKLEHT CMELLaeTCs B CTOPOHY
pacnpeneneHs coumanbHbiX M 3KOHOMUYECKUX PEeCypPCOoB
rocynapcrsa.

CosfaHve «naeanbHOro 300poBoro pebeHka» cTano
OAHVM W13 3NIEMEHTOB MO3auKN KOMNEKTUBHbIX Haaexn
1N OXMOAHWUM, OCHOBAHHbBIX Ha OTKPbITUSAX MpoekTa «[eHOM
yenoBeka». BedycnoBHO, B HOBOW MEHOMMKE Mbl BUOVM
MHOXXECTBO EBreHNYECKUX YepT, KOTOpble XOTA U He
CBSA3aHbl C PUBNHECKNM YHUHTOXEHMEM aBTOHOMHbIX >KMBbIX
OpraH“3MoB, TeM He MeHee BbI3blBatOT MHOXECTBO BOMPOCOB
KacaTeflbHO 3TNYECKON CTOPOHbI MTEHETUHECKNX TEXHOMOMIA.

HeoeBreHnyeckne 4YepTbl B TEHETUKE MPOSBASIOTCS
B pasHbIX CLeHapusax OencTBUiA. [1epBbIi — 3TO NpeHaTanbHast
anarHoctuka (HAMT mnn nHBa3nBHblE METOAbI), HECMOTPS
Ha TO YTO 3TO HampaBneHVe Henb3a Hal3BaTb CENEKTUBHbIM,
nepcrexTBa abopTa Mo MeAVLMHCKUM MoKasaHWsM CO3AaeT
MOpasbHYtO HanpPsPKeHHOCTb. [1pn MpoBeaeHU o6cnefoBaHs
npegnaraeTcs NPouUNaKTMpPoBaTh NaToNOrvko NMocpPeaCcTBOM
abopTa. [na cembu, OXnOatoLLen »enaHHoro pebeHka nnm
MPOCTO He NMPUEMIOLLIEN abOoPT MO NNYHBIM YOEXOEHVISIM, Takow
CLieHapuin CTaHOBUTCSI CTPECCOBbIM. ANTEPHATVBON Pa3BUTUA
COBbITWA NMpY COBMNOAEHNM YBaXKEHVS aBTOHOMUW MaLlMeHTa
MOXXET CTaTb NepuHaTasibHas nanMaTBHas MoMOLL — cucTemMa
NOAAEPXKKM E€CTECTBEHHOINO Xofa COObITUM 1 MPOXMBAHWS
onbiTa POAVTENBCTBA [AaXKe MpY CaMoM HebnaronpusTHOM
nporHode. OnbIT 3apybexxHbIX CTpaH, Takux kak HuaepnaHaopl,
CLUA n KaHapga, nokaablBaeT, YTO Mporpammbl ManimaTuBHON
MOMOLLIM MOMOratoT MeHee TpaBMaTUYHO MPONTL CUTyaLmO
POXOEHNS 11 CMePTU pebeHKa C TSHKEeNo NaTonoruen.

Elle OoOHVMM 3TUYECKMM acrnekToM npeHaTanbHOMN
FEHETUYECKON OMarHOCTUKN SBNSIETCSH ee HEeEMEANUMHCKUN
XapakTep MpOorHosvpoBaHus. B cnydae ¢ natonorusmm He
YrPOXaOLLMMM XKN3HW, TaKUMK Kak cuHapoM [dayHa, nporHo3
OnMpaeTCs He Ha (DaKT yrposbl XXM3HW MaTepy U TSXKENOon
VMHBaNMOHOCTU pebeHka, a Ha NpeacTaBneHns O KadecTse
>KU3HU. POrHO3MpPOBaHMe He NIULLIEHO CTUrMaTU3aumn Kak
CO CTOPOHbI OOLLECTBa, Tak M CO CTOPOHbI MEANLIMHCKMX
pPabOTHVKOB.

BTopoii cLeHapuii reHeTUYeCKOro TECTUPOBaHNS — 3TO
npevMniaHTaumMoHHas auarHocTuka 1 OTOop  340POBbIX
SMOPMOHOB B XOf€e 3KCTPaKopropabHOro oniofoTBOREHst
(BKO). Ecnm B3rmMsHyTb Ha MpPaBOBOW M MoparnbHbIA cTaTyc
3MOpVoOHa Kak CyObeKT MOpasibHOr0 OTHOLLUEHUS!, TO OT60P
300POBbIX SMOPUOHOB W YHUYTOXEHWE MAaTONOrMYHbIX
VMAMLUTHO CTaBAT BOMPOC O 60MblUelt LEHHOCTN OOHNX
ntoaev nepeq, Apyrmu.

HeoeBreHn4eckmne 4epTbl BCTPOEHbl B camy UWAeto
MONyNALMOHHON NPOUNAKTUIKK, YTO MOPOXKAAET BUOSTUHECKYHO
[OVICKYCCUIO O CMpaBefIMBOCTU B OOLIECTBE B YCNOBUSAX
reHeTn3aummn. OCTpoTa 3TON ANCKYCCUM CHDKAETCS MO Mepe
nepexofa MaBHbIX 3a4a4 reHeTUHEeCKOr0 KOHCYNBTUPOBaHNS
OT NPOUNAKTUKM K MHOPMUPOBaHWIO, KOraa NpoduniakTika
CTaHOBMWTCSt CBOOOAHBIM, @ He BbIHY>KAEHHbIM BbIGOPOM 15
nauneHTa. Takum 06pas3oMm, MH(POPMMPOBaHVE SBNSETCH
OCHOBaHVeM [1s1 PENPOAYKTMBHOIO Bbibopa.

B TO e Bpewms, ecnv CMOAenMpoBaTb MNpUHATME
NaLMEeHTCKOro peLUeHnss Kak MOSIHOCTBbIO  aBTOHOMHOE,
cBOOOOHOE OT BHELUHEro [fdaBneHns npodUNaKTUHECKOn
NMOANTUKM rOCYOapcTBa, BO3HMKAEeT BOMPOC, YTO [AenaTb
06LLECTBY, ECNM, MNOSB3YSACh BO3MOXHOCTAMM NOTPEOUTENBCKO
FeHOMUKK, poanTeny OyayT BbiOMpaTb HacneaCcTBEHHbIE
NMPU3HAKN HE TONMBbKO MO MPUHLIMMY WUCKIIOHEHNUST TSHKemnbiX
3a60/1eBaHNiA, HO 1 MO CyOBEKTVBHBIM NPeaCcTaBNeHNSIM —
HanpyMep, CKIIOHHOCTb K MOHOTE UK UBET rnaa. [JomKHO v
OBLLECTBO BbICKa3blBaTb CBOK OLEHKY TaKUM SIBAEHUSIM Un
[OSKHO OCTaBUTb NMOAOOHbIE PELLEHSH HEMPUKOCHOBEHHBIMI?

C TOYKM 3peHrs BUOITUKM MOXHO MPEAMONOXKNTb, YTO
30paBbli GanaHC naymeHTCKOro nparmatmama AOSKEeH
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ONPenensaTbCa He CTONMbKO Ha OPUEHTUPaX «KenaTesbHbIX»
N «HeXenaTefbHbIX» MPU3HAKOB, CKOSIbKO Ha MOopasibHbIX
LEHHOCTAX WHAMBUOYYMA WM Mapbl BKyrne ¢ Mepamu
COLMaNbHOM Y MEOVLIMHCKOW MOOOSOMKKN.

2.2 TeHomuKa B ponu NMurmanuoHa. Mpo6nema rubpuca
Kak HEOTbEMJIEMON YepTbl NPOUIAKTUYECKNX
NPOrHo30B

Obpas lMNMurmanunoHa, BOMNeHHOrO B CBOE TBOPeHWe, cTan
SAPKOV MeTadOpoii B r'yMaHUTapHbIX MCCNEA0BaHMAX FEHETUKN
(Lucas J. Matthews, Ruth Ottman, Paul S. Appelbaum, Cleaver
J E, Vuksanovic L.) [25]. denctBuTensHO, NPOrHOCTUYECKME
Hagexabl Y YyTOMMYHOCTb UMMIMUMTHO CBSI3aHbl C BbICOKMM
YPOBHEM  3MOUMOHANBbHOW  BOB/IEYEHHOCTM  y4aCTHUKOB
ovckypca. >Kenanve AOCTUYb aeana COBEPLUEHHO VICKPEHHE,
a nNpodmnakTNyeckmne Lem — MopasibHO Y SKOHOMUYECKN
060CHOBaHbI.

PykoBoacTso puckamm CTaBuUT aKTopoB
MEONKO-TeHeTUYeCKOro B3anMoaencTBus
(reHeTUKOB-MccnenoBaTenem, Bpaden-KMMHLICTOB 1 NaLEHTOB)
B NO3VLM BepLUUTENe Cyapbbl, MenatoLyx 13 CambIX Sy4LLnX
NoBY>XXOEHNIA 3TN PUCKN MUHUMN3MPOBaTb. [pOrHO3npoBaHve
cHacTmMBoro ByayLLEero CTaHOBUTCS MeTa3afaqeli OTBETCTBEHHOMO
MenpaboTHVIKA U pa3yMHOMO NaLieHTa — aBTOHOMHOE peLleHre
O POXOEH WM HEPOXAEHWN. OBpPUCTUYECKas LEHHOCTb
MPEKOHLUEMNUMOHHOIO  FEeHETUHYECKOro  TeCTUMPOBaHUSA  Ha
HOCUTENBbCTBO BO3PACTAET BKyMe C MOCTYIMPOBaHNEM BbICOKIX
Lenen. OgHaKo KakoBbl 3TV Lienin?

OHn, 6e3ycnoBHo, MmobanbHbl. 3aboTa O 300pOBbE
CBOel CTpaHbl M 4YenoBevecTBa B LIEIOM BCTpavBatoTCs,
no BblpaxkeHwto [1. PabuHoy, «B coumanbHyld TKaHb Ha
MWKPOYPOBHE 6Onarofapsi MHOXXeCTBY OMOMONUTUHECKIX
MNPaKTUK 1N AVMCKYPCOB» [26] M CTAHOBATCHA MOLLHOW CUOM
B Jene n3MeHeHns obliectsa — fgaxke 6onee MOLUHONW, Yem
peBoMoLMS B U3NKe.

Mofo6Hble Len 3vKayTCs Ha U3NULLIHEV CaMOyBEPEHHOCTA
11 BbICOKOMEPU, U MHA4e roBopsi, rbprice — 3TO CBOWCTBO
nofen, obnaaatoLLyix 60bLLOM BAACTHIO U CHMTaROLLMX cebst
TakoBbIMX. KoHuenuus rmbprca MoXxeT ObiTb nprMeHeHa
K Npobnemam O1oaTuKK.

MMBpuC — 3TO COYETaHME TaKMX CBOWCTB, Kak Ype3mepHast
CaMOyBEPEHHOCTb, XKECTKAs KPUTVKA MHOMO MHEHWS! 1 OTPbIB OT
peanbHOCTU. Henb3sa He 3aMeTuTb, YTO STV CBOMCTBA MPUCYLL
HEKOTOPbLIM KYSILTYPHbIM yCTaHOBKaM OTHocuTenbHO [ T(H).
>KenaHve He ToNbKO MPOrHO31POoBaTh, HO M MPOMUIaKTUPOBaTb
NpoBnemMHble CUTyaL Ha IMHHOM 1 MOMYNALUMOHHOM YPOBHE
CTaBUT CUCTEMY 3[PaBOOXPAHEHNS B MOSIOXKEHVE BEPLUMTENS
cyneb, a vHavemaa (naumeHTa) — B nonoxkeHne demuypra,
KOHCTPYVMPYIOLLIErO peasnibHOCTb B COOTBETCTBMM CO CBOVM
3aMbICJIOM.

CouMOKYNbTYPHBIE  MOTUBbI  MPUHATUS  pPeLUeHU
y NpeacTaBUTENei PasinyHbIX KynsTyp MOMYT UATW COBEPLLEHHO
pasHbIM/ NyTamu. [na ogHuMX 3TO 0653aTensCTBO Mepeq
ponoM, obLLMHOM 1 Borom, ans opyrix — pauyioHanbHbIN MyTb
NpefoTBpaLLEHNS PUCKOB B yXe NauUMeHTCKOro nparMaTama.

AKCUHONOrMYeCcKM OCHOBaHWEM AN Tex W Opyrnx
SABNSETCA ynpaBneHne COOCTBEHHOW CyapOOi, OCHOBaHHOE
Ha VppauUVoHanbHOCTU. VIMEHHO WNMIO30PHOE OLLyLLiEHNE
CNocOobBHOCTM  ynpaeBnaTb  cyabbon  genaer  HOBYHO
FEHOMUKY MUUHECKM TBOPLOM OyayLLMX MOKONEHUA —
mMeTaopryeckon Manaten, oxXnBatoLLEn B pykax Mactepa.

C TOYKM 3peHnst aBTOPOB, pa3peLlnTb Npobnemy rubpuca
B 9TndeckoM acnekte [ T(H) BOSMOXHO npu pasButum
[OMKHOMO YPOBHSA B3aMMOOTHOLLIEHNST «BpaY—nauneHT» Ha
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OCHOBE KOMMETEHTHOrO HEOVPEKTVBHOMO NH(OPMUPOBaHNS,
NnocTpoeHnst oBpaTHOW CBsI3W C MaUMeHTOM, y4eTa ero
KYJIBTYPHOMO YPOBHS 11 LIEHHOCTHBIX YCTaHOBOK.

2.3. TeHeTu4ecKkuin hatanmam u LEHHOCTHbIE YCTaHOBKMU
COBpPEMEHHOro obuiecTBa

BmellaTenbCTBO B PENpPOAyKTVBHBIA BbIGOP MO-MPEXHEMY
OCTaeTCst akTyaslbHOM MPOBIEMON B KOHTEKCTE MOHUMAaHKSA
JIMYHOM CBOBOAbI U OTBETCTBEHHOCTU. Bopbba ¢ 60ne3HbIo
Kak MonynsLMOHHON NPO6IEMON C MOMOLLBIO MEHETUYECKOro
nnMkbesa nokasana cedst ahdhexTnBHOM — LUMPOKOMacLLTabHas
nporpamma 6opbbbl ¢ Tanaccemunen B Vitanun B 1950-e rT.
oxBaTuna nopsigka 20% HaceneHusi ctpaHbl. KOMMIeKCHbI
noaxof W nopdepxka rocygapctBa MOMOMM  AOCTUYb
3HaYMTENbHBIX YCMEXOB MO YyCTpaHeHuto 3abonesaHus.
MonuTrka NpomnakTnkL Gbina HaueneHa Ha MHPoOPMUPOBaHe
O HOCUTENBbCTBE B FOHOLLECKOM BO3pPacTe C LeNbio MOBAUATL
Ha ByayLume penpoayKTUBHbIE PELLEHVS.

Bo3HMKaeT BOMPOC: B KaKMX YCNOBUSIX MPUHUMAKOTCS 3TK
pelleHna? Peanusyetca nu cBoboda Bbibopa UM H4enoBek
CTaHOBUTCS 3aSTOKHVMKOM FEHETUHECKON MHDopMaLLn?

Pa3mblLLneHVst 0 cBoboae CBOEW penpoayKTUBHOM Cyas0bl
(1 cyapbbl BOOOLLE) 1 OTBETCBEHHOCTM NEPEL, HeN HepPa3pbIBHO
CcBA3aHbl C MpPOo6NeMor reHeTU4ecKoro [AeTepMUHU3MA.
dunocockoe NOHATUE «cyapba» TPaKTyeTCs yXKe He MpoCTo
Kak Hen3bexXHOCTb, POK, OHTOMOrMYeckas AaHHOCTb, a Kak
CNOXXHbIA KOMMMEKC Hay4HbIX AETEPMUHAHT, OCHOBAaHHbIX
Ha KynbTypHbIX YCTaHOBKax. [1ombiTka pauvoHanM3npoBaTh
cBoboy NpuobpeTaeT HOBbIE CMbICSbI, AETAM3VPYS MOHATUE
CcBOOOAbI A0 YCNOBHbIX OMMAO3MUMIA «300POBbeE—O0NE3Hb>,
«bnarononyyne—Hebnaronony4me», «Cly4anHoCTb—BbI6OP>,
«N0fb3a—PUCK».

Poccuncknn  mnccneposatens E. B.  bBpbisrannHa
paccMmatpuBaeT dhopmmpoBaHme reHeTMY4eCcKoro
[eTepMUHM3Ma 1 MPOUCTEKAIOLLEro U3 Hero atanmamMa
Kak MpoLuecchl, Brekylle 3a coboi pasHoobpasHble
coumnansHble TpaHcdopmMaumn: «CCbiIKM Ha FEHETUKY Kak
HayKy B OOLLECTBEHHOM CO3HaHUM MapKUPYOT LEHHOCTHbIE
CY)XAEHWSA OTHOCUTENIbHO OOYCNOBNEHHOCTU Cyabbbl Kak
3aKoHoCco0bpasHble. [Mprdem, C 0aHOM CTOPOHbI, UMEET MECTO
BINSHNE TEHETUHECKMX CYXXOEHWUI Ha npeacTaBneHns o6
0BYCNOBNEHHOCTU »KN3HEHHOIO MyTW YenoBeKa, a C Apyron —
NPOVICXOAMT MOACTpanBaHe UHTEPnpeTaumin reHeTUYECKIX
[aHHbIX MOA NpPeAcTaBneHust KyabTypbl O COOTHOLLEHUN
CnyYanHoro 1 HeobxoaMMOoro, HaCNeACTBEHHOMO 1 CPELOBOIO.
STO MPOMCXOOUT B KOHTEKCTE MPOLECCOB MeanKanmaaumum
N TreHeTnsaumy, TpaHCHOPMUPYIOLLMX pa3Hble cdepbl
coupasnbHbIX OTHOLUEHWU W UMEKOLMX pasHoobpa3sHble
nposiBneHns» [27].

CnenoBaTeflbHO, MOXHO 3aK/io4NTb, YTO KOPPENsums
JINYHOrO 1 OBLLECTBEHHOrO Gnara BblpaXkaeTcsi B TEHAEHLMN
FeHETUYeCKOro AeTepMUHM3Ma, [alollero mnoYsy  AOns
paumoHanbHbIX 1 MppaLoHasibHbIX MOTUBaLMIA MPY MPUHATAK
peLleHniA NaumeHToM.
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[MpeKoHLENUMOHHOE TeHeTU4eckoe TeCcTMpoBaHMe Ha
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N NOTPebUTENbCKOM TEeHOMMKM OCODOYH0  aKTyasnbHOCTb
npuobpenn ee aTUHECKME U COLMOKYNBTYPHbIE acrekTbl. o,
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BAVSIHNEM PasNNYHbIX (HaKTOPOB (HOPMUPYETCS BHYTPEHHSIS
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