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KoHdumaeHUManbLHOCTb NaLMeHTa 1 npasa
pOACTBEHHUKOB B reHeTUYEeCKUX ucciea0BaHUAX
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AHHOTauusa

B cTaTbe paccmatpuBaeTcs KOMM3MS MpaBa NaumMeHTa Ha KOHOUAEHUMANbHOCTb
BPaYoOM W MHTEPECOB €r0 POACTBEHHUKOB 06HAPYXWNTb PUCK 3/10POBbIO paHblLLe, YTOO
HauaTb NeyeHve HesameaMTeNbHO. ABTOP NPOU3BOAMT STUKO-NPABOBOM aHaNW3 Cy-
WEeCTBYOULMX MNONOXKEHWIA, PErYINPYIOLLMX BOMPOCHI, 2 TaKXKe AeNaeT MomnbITKy Nouc-
Ka NpakTUYecknx pelleHnii noBeieHns Bpava.

Moaxon, cornacHo KOTOpomy KOHOUAEHLMANbHOCTb NaLMeHTa MOXET BbITb packpbi-
Ta ero PoACTBEHHMKAM C Er0 COMMACKa, ABASETCH Hanbonee BECCNOPHLIM W NpUem-
JIeMbIM COMIACHO 3aKOHOAATENbCTBY pa3HbIX CTPaH. Bpau urpaet posib NOMOLULHMKA
[191 TOro, 4To6 nepeaaTb MHGOPMALLMIO O TEHETUYECKMX PUCKAX POACTBEHHMKOB Ma-
UMEHTa, Pa3iMuHble MEXaHU3Mbl OCTYMHbI A5 3TOro (Hanpumep, MMCbMO O PUCKaXx,
BO3MOXHOCTb MPUMACUTb POACTBEHHMKA Ha KOHCY/bTALLMIO).

Taknm 06pa3om, KOHPUAEHLMANBLHOCTb — He aBCONOTHOE NPaBo U MOXET BbITb Orpa-
HWUYEHO, HO Kakie OCHOBaHUS 119 3TOr0 BYAyT NPU3HaHbl 3TUYHBIMK? 3aKOHOAATE Nb-
CTBO MPeAnuCbiIBaeT Bpauy COXpaHaTb KOHGUAEHUMANBHOCTb NaLUMeHTa, Npy 3TOM
npodeccroHanbHble 0693aHHOCTM Bpaya 3aKk/oualoTcs B NOMOLLM MOASM B WKPO-
KOM CMbIC/Ie 3TOrO C/I0Ba. B pesynbrate 3700 1 B CBETE TOrO, UTO OH HeceT 6pema 3Ha-
HWS, BPay BbIHYXX/EH NPEOAOEBATb CEPLE3HYI0 MOPAJIbHYH AMNEMMY Y HaXOAWTb
KOMMNPOMUCC: Kak NpeaynpeanTb PUCKU 340POBbS POACTBEHHUKA U laXKe CNacTu ero
OT Pa3BUTUS CEPbE3HBIX 3200/IEBAHNIA 1 HE MOAOPBATbL AOBEPUE MALMEHTA.
3aKoHOAATENbCTBO BO/bLWMHCTBA pacCMaTpMBAEMbIX CTPaH He aeT OTBeTa Ha AaH-
HblIA BOMPOC, NpK3HaBag NpaBo Ha KOHGWAEHLMANBHOCTb He abCOMOTHBIM, HO Mpe-
Ba/IMPYOWMM NPaBOM B CPABHEHUN C MHTEpecamu poACcTBEHHMKOB. [1pu 3TOM HOp-
Mbl MSATKOMO MpaBa paccmaTpuBaioT npobnemy bonee aeTanbHo, npeanaras 6onee
NpOrpeccmBHble NOAXOAbI — B YACTHOCTM, B KOHTEKCTE reHeTUKM NpeyCMOTPETb KOH-
dnaeHUMANBHOCTb Ha CEMERHOM YPOBHE. BbiHeCceHNe Takux NMOAXOL0B U3 aKTOB MAr-
KOro npasa B 06/1aCTb 3aKOHOAATE/ILCTBA, MO3BOIUT CHATb YACTb HATPY3KM MO MPUHS-
TUIO peleHuns C Bpadeii.
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Abstract

The article discusses the collision of patient's right to confidentiality and their rela-
tives interests to know a risk to the health earlier and to increase chance to receive
therapy promptly. The author makes an ethical and legal analysis of the existing
provisions governing the issue, and attempts to find practical solutions to the ques-
tion of the doctor-patient relationship.

The approach that privacy can be limited according to the decision of the patient is
the most doubtless according to legislation of considered countries. Doctor’s role is
to assist to share patients’ genetic risks with concerned relatives and explains how
it effects the health and, several tools for this are offered (e.x. letter about genetic
risks with recommendations, opportunity to invite relative for consultation).

So, privacy is not absolute right and can be limited, but in what cases itis ethical?
Legislation orders doctor to save patients’ rights. At the same time professional
duty of physician to help people in a broad sense.

As a result, and due to burden of knowledge doctors are have to overcome the se-
rious moral dilemma and find the compromise — how to inform patients relatives
about risks and even prevent diseases and not to undermine trust of the patient.
The legislation of most of the countries does not answer this question, recognizing
the right to confidentiality not as an absolute right, but as a prevailing right in com-
parison with the relatives’ interests. At the same time, the problem is more detailed
in “soft law” acts and more progressive approaches are proposed — to consider con-
fidentiality on the family level (not individual) in sphere of genetics. Moving such
approaches from soft law acts into the field of legislation will remove part of the de-
cision-making burden from doctors.
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The author suggests changes to the current legislation, in order to resolve the afore-

mentioned issue.
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«[eHemuueckoe «a» IMo 8ce20a «a», Umerouiee
podcmeeHHble C8a3U»

®dunocod Xesep Ynaaoys, 2013

The genetic selfis the connected self.
Philosopher Heather Widdows 2013

BBegeHue

TepMUH «reH» mpowusolwen OT ApeBHerpe-
UECKOro C/10Ba «YEVOG» [reHoc], uTo o3HauaeT
«pOf». YUYACTHWUKM TEHETUYECKMX UCCneno-
BaHWI, Npecnefys xenaHue COXpaHuTb CBOe
3/l0pOBbE, CaMU TOTO He Xenag 3arparnsaror
NHTEPECHI CBOMX BAMXKAMLINX POACTBEHHUKOB,
KOraa nepearoT CBO BromaTepuan Ha TecTu-
poBaHue. BmecTe ¢ 6uomarepuanom Bpauu
(ecnn Mbl TOBOPUM O MEANLMHCKMX FreHeTnye-
CKMX TecTax) U nccnegoBatenm (ecam paccma-
TpUBaATb y4yacTMe B FEHETUYECKMX HayUHbIX
npoekTax) 3anpallvBatoT CBeAeHWs O 340po-
BbE M POAOC/AOBHOI yyacTHMKa/naumneHTa. Ta-
Kne CBeAeHMs MoMoratoT NpoaHasnm3npoBaTb
reHeTmyeckne AaHHble, NoayyeHHble 13 6uo-

marepuana y4acTHMKa, MO3BONSS MOBLICUTH
TOYHOCTb AMarHo3a Wan aenas aHanus bonee
NHPOPMATUBHBIM 1 MONE3HBIM Kak ANS Hay KK,
Tak 1 A1 CaMoro YesoBeka.

KombuHaLng cBeAeHuid, Ko Topble Co0b-
WWA NauneHT 06 M3BECTHbIX emy 3ab6oseBa-
HUAX B CEMbE, U AaHHbIE, MONyYeHHbIE B XOA€
paclindpoBKK ero reHoma, aBagTca bonee
KOMMIEKCHbIM 3HaHWEM, YemM eCTb Yy Camoro
nauueHTa, COCpefoTOUYEHHbIM B pyKax y Bpa-
ua (Piciocchi et al., 2018). Takue cseaeHus
HeobXOAMMbl AN OKazaHWa MeANLMHCKON
NMOMOULM WAV PeLUeHNs UCCNefoBaTeNbCKMX
3ajay. lpn 3TOM, NOMMMO HaKOMNEHUS 3HA-
HMA O 340pOBbE MalMEHTa, Bpay Yy3HaeT
CBelleHnd O 3[10pOBbE €ro POACTBEHHMKOB,
Hanpumep 0 HOCWUTENbCTBE 3aboNeBaHui,
KOTOpble, 6e3yCI0BHO, BAUAIOT Ha 3[40pOBbE
POACTBEHHMKA MauveHTa (aanee Mo Tek-
CTY — POACTBEHHMKA), BAXKHbl MPU NPUHATUN
PENPOAYKTUBHBIX PELIEHUI W CKA3bIBAKTCS
Ha 3710poBbe notomcTea'. To ecTb UcCaenoBa-

'CBA3aHHas TemMa Uccael0BaHuii 0 <HenpaBoMepHoM poxaeHnu» («wrongful lifexs, «wrongful birth»). Bpau
“meeT 0653aTeNbCTBO Nepef TpeTbeil CTOPOHOM (POACTBEHHMKOM NalMeHTa) COOBLNTL O prCKe pas3su-
TUs reHeTnyeckoro 3abonesaHus — aeno Molloy v. Meier. B naHHOM Aene UCTHLLE He CO0BLLMAN, UTO Y ee
pebeHka rereTndecku obycnoBneHHoe 3a6oneBaHne, KOTOPOE MOXET BbiTh 1y ee Byayuinx aeTei. MNosxe
y Hee AeCTBUTENbHO POANACS peBeHOK C TakmMm e reHeTndeckum 3abonesaHuem, kak 1y nepsoro. Cyn
YCTaHOBUJI, UTO Bpay 0653aH Gbin NpeaynpeanTs UCTULY O PUCKe 326071€BaHNS Y KPOBHbIX POACTBEHHN-
KOB—BTOM unc/ey ee Byayuinx AeTei. HencnonHeHme 3Toro Cy/ npusHa XxanaTHblM MOBEAEHNEM Bpaya.
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Teb y3HaeT 6o/blle, YeM emy HeobXxoanmo
[/19 KOHCYAbTaLUMKM ero naumneHTa. Tak, reHeTu-
ueckue AaHHble —3T0 BCeraa JaHHbIe HECKO/b-
KWUX POACTBEHHbIX L.

Mo MHeHWo psiaa nccaefoBaTenei, y Bpaya
noseaseTcs 0693aTeNbCTBO COOBLINTL pOf-
CTBEHHWKY NalMeHTa O PUCKAX ero 340POBbiO
BBM.Y TOrO, UTO Mpodeccus Bpaua ABaASETCS
CaKpabHOW 1 ero y Hero ecTb 0643aTeNbCcTBO
NOMOYb /IIDAAM B LUMPOKOM CMbICAE 3TOro
CNOBa, a B KOHTEKCTE FEHETUKM — MOBbICUTD
NHGOPMMPOBAHHOCTb POACTBEHHMKA O €ro
3[0POBbE W HOCWUTELCTBE FEHETUUYECKMX Ma-
TOTEHHbIX BapWaHTOB. TakoW MOAXOA CTaBWT
Bpauei nepes CAOXKHbIM MOpasbHbIM  Bbi-
6opom. OAHO M3 KNOYEBbIX 0643aTeNbCTB
Bpaya — obecneuntb KOHGWUAEHLMANBHOCTL
JaHHbIX NaLmeHTa KOHGANKTYET ¢ 0bg3aTeNb-
CTBOM COOBLIMTL POACTBEHHMKY NaLMeHTa
0 pUCKax 3[0POBbIO, BbIACHEHHbBIX MO pe3y/bTa-
TaM aHann3a reHeTMUYeCckmx AaHHbIX nauveHTa.

B cTaTbe aBTOp Mpow3BoAMT pasbop mnpo-
671eMbl OTpaHMYEHNS NpaBa MalueHTa Ha co-
XPaHEHNE €ro reHeTUYECKUX AaHHbIX KOHOU-
JEHLUMaNbHbIMWU B MHTEpecax 3[0pOBbA €ro
POACTBEHHMKOB. PaccmatpuBaroTcs  Crefy-
folye BOMPOCHI: AENCTBUTENLHO AW Bpau
BMpaBe peasn30BaTh Takoe OrpaHudeHune?
Bo3naraetca nn Ha Hero Takoe 0643aTebCTBO
JIETaIbHO, WU 3TO TOMbKO 3TUYECKoe CyX/e-
Hue? 1, camoe MaBHOe, KakK peann3oBaTh
NOAXOA MO PaCKPbITUIO PUCKOB 340POBbIO
POACTBEHHMKAM B X MHTEpPECAX, HE HAPYLINB
KOH®UAEHLMANBHOCTL CAMOTO NaLueHTa?

B HacToswen cTaTbe NPOM3BOANTCS aHaM3
HOPMaTMBHbIX aKTOB, MPU3BAHHbIX peryanpo-
BaTb OMWUCAHHYIO Bbille Npobnemy, a Takxe
paccmatpuBaloTcs npeasoxeHus, mo ycTpa-
HEHMIO TakWMX MpaBOBbIX KOAAW3WUIA, U3N0-
XKEHHbIX B @HMN0S3bIYHOM AOKTpUHE. B TekcTe
CTaTbV paccmMaTpuMBatoTCS HOPMbI, MPUHSATbIE
B cTpaHax Eponelickoro Cotosa (EC), CLUA,
BennkobputaHmm, Tak Kak 3aKoHO4aTENbCTBO
yKa3aHHbIX CTpaH OTAMYaeTCs BbICOKOM pas-
BUTOCTbIO B 061ACTU FEHETUYECKMX TEXHOMO-
ruit. Mpu 3ToM 0COBbIN MHTEpeC cocTasaseT
3akoHoaaTenbcTBO Poccum, Tak Kak MocTap-
NeHHaa npobnema yxe CyLecTByeT Ha npak-
TUKE, HO 3akOHOAATeNbCTBO Poccumckom
Pepepaummn B 06/aCTV reHETUYECKUX TEXHO-
JIOrWIA B HAacTOdLLEe BPEMS HAXOAMTCS Ha CTa-
ann dopmmposarus 1 byaeT akTMBHO pasBu-
BaTbCa B 6amxaiive roabl. OaHoON 13 Lenen
nccnefoBaHus  asnsetcd  GopmupoBaHMe
npeanoXeHWin No A0MOAHEHWIO POCCUMIACKOTO
3aKOHOAATeNbCTBA Ha OCHOBaHMK Hambonee
YAAUHbBIX NMPaKTUK, YXKe MPUHATbIX B 3aKOHO-
[ATENbCTBE 3apyOEXHbIX CTPaH ANs peLieHns
NOCTaBAEHHO NPO6AEMBI.

Takxke aBTOp CTaTbM MPUHUMAET BO BHW-
MaHMe yXe CyLllecTBytolMe NpaBONpUMeHU-
TebHbIE aKTbl, CyAEOHYI0 MPaKTUKY, KOTopas
UANIOCTPUPYET NPABOBYIO KOANM3NIO B Pa3HbIX
ee nposBieHnax. B nepsyto ouepenb aBTOPOM
npou3BefeH aHaaM3  aHroA3bIYHON  AOK-
TPUHBI, TaK Kak PyCcCKOS3blYHbIE MCTOUHMKM
He yaenstoT AO/KHOMO BHMMAaHWS MOAHATON
npobaeme.

2«O6pasLibl briomatepmana coaepxar yHUKANbHbIA TEHETUYECKNT KO/, UMEIOLLUIA OTPOMHOE 3HAUYEHWE KaK A5 CaMO-
[0 3TOr0 LA, Tak U A9 ero pOACTBEHHUKOB» (S. and Marper v. United Kingdom, MocTaHoBneHne bonblwoi Manatsl
Esponeiickoro Cyna Ne 30562/04 1 30566/04 ot 04.12.2008 r.). S. u Mapnep npotus CoeanHeHHoro KoponescTea
(S. and Marper v. the United Kingdom): Mocmarosaerue boabuioii Maramel Esponetickozo Cyda no npagam Yearosekd om 4 de-
Kabpa 2008 200a (karobbl NN 30562/04, 30566/04). Pexxum aoctyna: https://europeancourt.ru/resheniya-evropejsk-
ogo-suda-na-russkom-yazyke/s-i-marper-protiv-soedinennogo-korolevstva-postanovlenie-bolshoj-palaty-ev-

ropejskogo-suda/.
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B npeamer HacTosllero uccnenoBaHus
He BK/IKOYEHbl MPABOOTHOWEHWS, CBA3AHHbIE
C KPUMUHANCTUYECKON AeSTeNbHOCTbIO, a Tak-
e aBTOPOM HEe paccMaTpuBalOTCs BOMPOCH
MCMNONBb30BAHMS FreHETUYECKMX AaHHbIX ANS Le-
NIei noucka NpecTynHUKOB, XOTA, 6e3yCNOBHO,
BOMPOCHl BO3MOXHOCTM MAEHTUGUKALMN POA-
CTBEHHMKOB NPU NOUCKE NPECTynHMKa no 6ase
reHeTuyeckux  AarHbix  BosHukatoT (Costello,
2022)**. OaHako perynvpoBaHmne nx cneundmy-
HO ¥ OTAMYAETCS OT YKa3aHHbIX BOMPOCOB, BO3-
HUKLWWX B KOHTEKCTE Hay4HbIX MCCAeA0BaHMIA
YN MEAVUMHCKOW AeATeNbHOCTH, 1 NOAHOLEH-
HOE UX PACCMOTPEHVE BO3MOXHO TO/bKO B Bonee
0ObEMHOM  OTAENbHOM MCCeA0BaHUM. Takke
ABTOPOM MCK/KOUAIOTCS BOMPOChI TaiHbl YCbIHOB-
neHuns (yaouepeHus), kotopas MOXeET BbiTb Ha-
pylleHa B xoje NpoBefeHUs MeANLMHCKOrO re-
HETUYECKOro TECTUPOBAHNS, NS CYXKEHWS TEMbI.
370 elle OAHO W3 HaNpaBAeHWA A8 U3ydYeHUs
NOAXOAOB K PEerynnMpoBaHuio B3aMMooTHOLLe-
HWIA POACTBEHHMKOB C Y4ETOM Pa3BUTHS reHeTH-
YEeCKOro TECTMPOBAHWS, KOTOPOE Tak>Xe 3aTpari-
BaeT He TONbKO BOMPOChI KOHGUAEHLMANBHOCTY,
HO 1 MMeeT 0coboe OTpakeHue B HopMax ce-
MENHOrO 3aKOHOAATeNbCTBA, UTO CYLLECTBEHHO
pacwupsaeT 061acTb ee pacCMOTPEHUS.

[lonxHoe wn3yyeHne MNOLHATOM KOMMNEKC
HOW MpobGAemMbl HEBO3MOXHO 06ecneynTsb
JNLWb 0630POM HOPUANYECKMX HOPM 1 Cyae6-

HOWM NpaKTUKW, NO3TOMY aBTOP MPWBOAMUT He-
KOTOpbIE aprymeHThl M3 061acTn 6UO3TUKM
M «MSATKOrO» Npasa (pekomeHiauni, LoKa-
[LOB KOH®EPEHLMI 1 Np.).

KoHpuaeHUMaNbHOCTb reHETUUYECKUX
AaHHbIX NALUEHTOB

KoHdmaeHUManbHOCTb — OAMH K3 CTONMNOB
YCTAHOBMEHMS  AOBEPUTENbHBIX — OTHOLLEHWIA
MeXay NauMeHToM K BpadoMm. 3awuTol nauw-
eHTa OT HapylleHWIn ero npae, KOTOpble MOTEeH-
UManbHO BO3MOXHbI C MCMONb30BAHNEM AaHHBIX
O ero 340poBbe (Hanpvmep, AVCKPUMMUHALWS,
cTUrMaTV3aLUng), aBageTca 0b693aTenbCcTBO Bpa-
ua CoXpaHaTb KOHOUAEHUMANbHOCTb TaKMx
naHHbix (Dove et al., 2019). MonoxeHve o KOH-
dnaeHUMANbHOCTU COAEPXKMUTCS B [ApeBHeii-
WeMm akTe, ukcupytoLiem obg3atenbcTea Bpa-
ua nepej naumMeHTom — B KNsaTBe lMnnokpaTa.
TpeboBaHne 0 cobnogeHnn KoHbUaeHUMa b
HOCTW AaHHbIX NaUVeHTa B HacTosllee Bpems
OTPaXKEHO B 3aKOHOAATENbCTBE BONbLIMHCTBA
CTpaH MMpa, B YaCTHOCTM B pacCMaTprBaEMbIX
Hamu PO, CLUA, BennkobputaHuu, EC°, a Tak-
Xe Ha MexAyHapoAHOM YpOBHE, W gBASeTCS
BaXKHENWWM MHCTPYMEHTOM 3allMTbl NMpaB Ye-
noBeka B 061aCTV 31paBOOXPaHEHUS B HACTO-
allee Bpems.

Bceobuwaa aeknapaums o reHome yveno-
Beka M npaeax uenoBeka’, OAWH W3 MepBbIX

3 XapakTep ganHbix JHK genaet ux ocobeHHo npobaemaTnyHbIMIK C TOUKM 3peHrs KOHGUAEHLMANbHOCTY
¥ NOApa3yMeBaeT NHTepeckl 6oee WUPOKon BUONOrMUYeCKo rpynbl, Ybs KOHGUAEHLMANBHOCTb 3aTpa-
rMBaeTCs coxpaHeHnem 1 06pabotkoi AHK B KprMmuHanucTuueckmnx 6asax AaHHbix.

“House of lords. (2004). Regina v. Chief Constable of South Yorkshire Police... Available at: https://publications
parliament.uk/pa/ld200304/ldjudgmt/jd040722/york-2.htm

° B EBponeiickux cTpaHax aeictayetT GDPR, KOTOPbI OTHOCUT reHETUYECKME AaHHbIE K «0COBOI KaTero-
pUK NEPCOHANbHBIX JaHHbIX» 1 MPU3HaeT 0693aHHOCTb COBAEHUS pexXUMa KOHOUAEHUMANBHOCTH
ang nauventa. ABC v St George’s Healthcare NHS Trust, South West London and St George’s Mental
Health NHS Trust, Sussex Partnership NHS Foundation Trust (2020) EWHC 455 (QB). Case No: QB-2013-

009529. In the High Court of Justice Queen’s Bench.

5 O0H. (1997, H096pb11). Bceobuas feknapaumns o reHome YenoBeka 1 NpaBax yenoBeka. Pexuvm gocty-

na: https://www.un.org/ru/documents/decl_conv/declarations/human_

enome.shtml
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NOKYMEHTOB, HaMpaBAeHHbIX Ha  3aluTy
npaB uenoseka B 061ACTW TeHETUKMW, Mpes-
nucbiBaeT paboTaTb C reHeTUYeckUMKU AaH-
HbIMW YesoBeka C COBMAEHNEM MNpaBw
0 KOHOUAEHUMANbHOCTU. MexayHapoaHas
Jeknapauns o reHeTUYeckux AaHHbIX Yenose-
Ka TakxXe COAepXMT TpeboBaHWa MnonyyeHns
MHGOPMMPOBAHHOTO COrMacus Ha reHeTude-
CKOe TeCTMpOBaHME KOHKPETHOTO YYacTHWMKA
WAW NaLUMeHTOB, HanaraeT 3anpeT Ha ANCKPY-
MMHAUMIO YUACTHWUKOB C MCNOb30BAHMEM re-
HETUUECKMX AaHHbIX U TpebyeT cobaoaeHns
KOHOUAEHLMANBHOCTU TaKUX AaHHbIX MUccne-
[0BaTENSIMUN 1 BpaYaMML.

CTOWT TaKkxXe OTMETUTb, UTO COB/OAEHNE
KOHOUAEHUMANBHOCTU  AaHHbIX  MNalueHTa
ABNSIETCSA ero NpaBoMm, a AOCTUraeTcs 3a cyet
«3epKafibHoro» 0643aTenbCcTBa Bpaya Uan Uc-
cnepoatens (a Takxke UHbIX y4aCTHUKOB' npa-
BOOTHOLUEHWIA, KOTOpble MOAYYMAM AOCTYN
K TakUM AaHHbIM A5l OKa3aHus ycayri) —oba-
3aTenbCTBa 3allMLaTh ero AaHHble, OrpaHu-
YMBaTb BO3MOXHOCTb TPETbUX NN, NONYUUTH
K HWM docTyn. W Takol noaxod 3akpenseH
Ha MeX/JyHapo4HOM YpPOBHE, a TakXe aHa-
NorMyeH B GO/bWMHCTBE PaccMaTprBaeMbix
topucankumin (Forrest, Delatycki, Skene, &
Aitken, 2007).

B CLLA Ha desepanbHOM ypoBHE BOMPOCHI
obecneyeHns KOHOUAEHUWANBHOCTA MeAu-
UMHCKON MHbopmauum (B 4acTHOCTM, reHe-
TUYECKOM) peryampyeT 3aKoH 0 MOBUABHOCTY
M NOAOTYETHOCTWN MEAMLMHCKOro CTpaxoBa-
HWS®, @ UMeHHO ero pasgen lNpaBuao O KOH-
¢uaerumnansHoctn (Privacy Rule). B cooTset-
cTBUM ¢ [paBuaom KoHOUAEHLMANbHOCTY

NS UCMONb30BaHMUS M PaCKpbITUS 3aLlLMLLEH-
HOW  MeAMUMHCKOW WHGOopMaumum noMMUMO
uener neyeHus, onnatel U MeAMUMHCKUX
onepauuii 06bIYHO TpebyeTcs MUCbMEHHOE
paspelleHne, COOTBETCTBYylOLLEE 3akoHoAa-
TeNbHbIM TpeboBaHUAM 1 MOANMCAHHOE Yeno-
BEKOM.

B EC 6bin npuHaT O6wwmin pernameHt EC
no 3awmte aaHHbIx (GDPR), KoTopbii coaep-
XUT B cebe MOoNoXeHWsa, peryavpyrouime 3a-
WMNTY reHeTUYECKUX U MEAVLIMHCKUX AaHHbIX
NauUMeHToB, a TakxXe B KaXXA0W OTAeNbHO B3s-
Toi cTpaHe EC peiicTByeT cBOe HalMOHa/b-
HOe 3aKOHOAATEebCTBO MO AAHHOMY BOMPOCY.

Haunbonee nonHoe peryamposaHue BOMpo-
ca He ToNbKO cpeaun cTpaH EC, HO u B cpaB-
HeHuwn ¢ 3akoHoaatenscteom CLUA v Poccum
3adukcnpoBaHo Bo ®paHunm. PaHee B peko-
mMeHgaumax B 1995 n 2003 rogax 6bi10 yka-
3aHO, UTO KOHOUAEHUMANbHOCTb MaLMEHTOB
HW NpW Kakmx 0B6CTOATENbCTBAX HE MOXET
6bITb HapyLieHa. Bonpoc cemeiHoro packpbl-
TUS TeHETUYECKMX 3a601eBaHNI Bbi/1 BNepBble
paccMOTpeH B 3akoHe OT 6 aBrycta 2004 roaa
Kak uyacTb 6o/ee WMPOKOTO 3aKOHOMpoeKTa
0 pedopme, NOAYUMBLLENO Ha3BaHMeE «3akoH
0 BU1O3THKE>.

C 20711 rona Bo ®paHunm npuHaT Kosekc
06LLeCTBEHHOrO 3apaBooxpaHerns: L1131-1-2.
Ob6HapyseHmne nboro cepbesHoro 3abone-
BaHMsg € nomolubto aHaamnza AHK wopuanye-
CKM 06s3biBaeT NaLMeHTOB MHbOPMMPOBAThL
CBOVIX POACTBEHHWKOB O FeHEeTUYECKMX pu-
cKax, Korga 3TO aKkTyalbHO Ang WX 340pO-
Bbsl, HANpMMep B C/y4ae TAXeNoN reHeTnye-
CKOM aHOManuu, KOTOPY MOXHO BblAeUUTb

7 BpauebHag TaliHa pacnpoCTpaHIeTCst HEe TONbKO Ha BPayel, HO U Ha BCEX MEANLIUHCKIX PABOTHUKOB — HE TO/bKO
Ha Bpaya, HO 1 Ha BCeX, KTO MOYUWA JOCTYM K HEt BO BpEMS OKa3aHUs MeANLIMHCKOR YCAYTU NaLyeHTy — Hanpumep,
COTPYAHIKOB PerncTpaTypbl, MEANLIMHCKIX CECTep, COTPYAHWNKOB N1ab0paTopum, BbIMONHSIOWMX aHAIU3bI.

& Health Insurance Portability and Accountability Act 1996 (Public Law 104—191-AUC. 21,1996). Available at: https://www
govinfo.gov/content/pkg/PLAW-104publ191/pdf/PLAW-104publ191.pdf
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WNIW NpefoTBpaTUTb, B TOM 4uCae MOCpea-
CTBOM  TEHETUYECKOrO  KOHCYNLTMPOBAHMS.
Ecv naumeHT cam He XenaeT 3HaTb pesy/ib-
TaTbl CBOEro reHeTMYecKkoro TecTMpOoBaHMS,
C cornacma naumeHTa MeauuMHCKUiA paboT-
HUK MHPOPMUPYET €ro YNEHOB CEMbU O HOCK-
TENbCTBE MATOrEHHbIX BAPWUAHTOB WMAN MHBbIX
PUCKOB 3[0POBbI0. MeANUMHCKNA paboTHUK
OTNpaBngeT 3Ty MHGOPMaLLMIO MUCbMOM ufe-
HaM CembW 1 nNpeasaraeT UM CBA3aTbCs C HUM
M MONYUNTb HEOBXOAMMYIO WUHGOPMALLUIO
A9 AaNbHEALWEro YyTOUHEHUS PUCKOB 1 HEO6-
XOAMMOrO fleYeHms.

[MTpUHATbIE MONOXEHMS OCHOBAHbI Ha MPUH-
LMnax cobaaeHns npasa nauneHTa pewatb
CaMOCTOATE/IbHO:  pacckasaTb O pe3y/bra-
Tax TecTMpOBaHWS CBOWUM POACTBEHHMKAM
NN NPeAoCTaBUTb 3TO NPaBO Bpady. Takxe
YYUTHIBAETCH XapaKTep TreHeTUYeckon «Ha-
XOAKW» — PACKPbLITUIO NMOANEXAT pe3y/bTaThl,
CBWAETENLCTBYIOWMNE O Cepbe3HbiX 3ab60-
NIEBAHNSAX, KOTOpPble MOTYT 6biTb M3/1EUeHbl
NN PaHHEe NX ANArHOCTUPOBaHWE U paHHee
NleyeHne npuBedeT K CYLLeCTBEHHOMY Yayu-
WEHWIO COCTOSHMS. bonee Toro, yumTbiBaeTCs
1 60ee TOHKWUI MOMEHT — NaLumMeHTa cnpatim-
BAIOT, SBNSETCS M OH AOHOPOM SNLEKNETOK
WAW Cnepmbl, UTOBbl OLEHWUTb BO3MOXHOCTb
npeaynpexaeHns puckos ero 6uosnoruue-
CKUX LETEN.

Ecam roBopuTb O pOCCUMIACKOM 3aKOHOAA-
TeNbCTBE, TO B HEM AAs obecrneyeHuns KoH-
dMAEHUMANbHOCTM  AAHHBbIX  CyUleCcTByeT
HECKONIbKO MapanfnesibHO NpUMEHSeMbIX topK-
ONYECKUX KOHCTPYKUMUIA: WMHCTUTYT Bpaueb-
HOW TalHbl U MNONOXEHWS 3aKOHOAATENbCTBA
0 NepcoHanbHbiX AaHHbIX. B Poccuiickoit Pe-

aepauny 0643aTenbcTBo cobnoaaTh KOHGU-
NeHUMANbHOCTb AaHHbIX NalMeHTa 3akpene-
Ha B CT. 13 @3 «O6 oxpaHe 340p0oBba»’ 1 B CT. 7.
PenepanbHOro 3akoHa oT 27.07.2006 Ne 152-
@3 «O nepcoHabHbIX AaHHbIX»'° (nanee — O3
«O nepcoHanbHbIX AaHHbIX»).

B nepBom c/yuae npeaycMmoTpeHa obg3aH-
HOCTb XpaHWTb BpayebHylo TaiHy. [aHHoe
NoAOXeHNe NPUMEHVUMO K psiily C/ly4yaes, KOr-
[a Bpay paboTaeT C MeAULMHCKUMMN AaHHbI-
MW MauveHTa, Hanpumep AaeT KAMHUYEeCKyo
KOHCYNbTALMIO Ha OCHOBaHMW pe3y/braToB
reHeTuyeckoro TecTa. [lonoxeHne paccma-
Tpusaemoro @3 «O6 oxpaHe 3/40pOBbI» pac-
NPOCTPaHSETCA MMEHHO Ha OTHOLLIEHWS, BO3-
HUKaloLIME MeX/Ay BpavyoM W NauuveHTOM
B npolecce npefocTaBieHns MeanLUHCKON
nomolmn. @3 «O nepcoHasbHbIX AaHHbIX» NMe-
eT 6o/ee LWNPOKOe NPUMEHEHKE, Tak KaK BbIXO-
VT 32 npeaenbl MeAMLIMHCKON 0bnacTu, pac
NpoCcTpaHas CBOe J[EeNCTBME Ha KOMMAHWK,
paboTatoline B 061aCTN HayKu, — Koraa ncene-
[IOBAHME HOCUT UCK/IHOUUTENBHO HAyUHbIA Xa-
paKkTep 1 He CTaBWUT CBOEN LIENbIo MOUCK 3a60-
NeBaHNIA Y yuacTHUKA, a, Hanpumep, HalleseHo
Ha obcnefoBaHne MONyASUMM  KOHKPETHOM
MecTHocTu. B Takom cayuae cT. 7 @3 «O nep-
COHa/IbHbBIX AAHHbIX» MPUMEHUMA W NPeabaB-
NSeT TpeboBaHMA O COXPaHEHUN KOHOUAEH-
UMaNbHOCTY IaHHBIX YYaCTHMKA, BCTYMNMBLLErO
B MCCNefoBaHMe, Tak Kak opraHm3alus, npoBo-
Aalas Takoe UccnefoBaHme, CTaHOBUTCS orne-
paTOPOM MEPCOHA/bHbLIX AaHHbIX MO CMbIC/Y
yKa3aHHOro 3akoHa. CToUT OTMETUTb, UTO laxe
B MONYASLUMOHHBIX TEHETUUYECKUX MCCenoBa-
HUAX Tak>Ke MOXET OblTb BbISIBNIEH PUCK 310PO-
BbIO KaK CaMOoro YesioBeka, Tak 1 ero poACcTBeH-

° MedepanbHblli 3aKoH om 21.11.2011 No 323-D3 «O6 0cH08aX 0XpaHbl 300p08ba 2paxdar & Poccutickoii Pedepayu». Pexim

poctyn: http://www.kremlin.ru/acts/bank/34333

° DedepanvHbili 3akoH om 27.07.2006 N0 152-D3 (ped. om 06.02.2023) «O nepcoHarbHblx daHHbIx». Pexxnm goctyna: http://

www.kremlin.ru/acts/bank/24154
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HUKOB. HayuHble WcCnefoBaHWA, B pamKax
KOTOPbIX He MnpeanosnaraeTcss okasaHue Mme-
OMUMHCKON MOMOWM (HO M3yyaeTcs reHom
yenoBeka, TO €eCTb 3aTparvBaloTcs AaHHble
0 340pOBbE), He perynupytoTcs Hopmamu @3
«OB6 oxpaHe 30pOBbA», HO MPK 3TOM K TaKuUM
OoTHoWweHuaM npumeHsetcs @3 «O nepco-
Ha/IbHbIX AaHHbIX». XOTA LEeNblo Takux mccie-
[IOBaHW1 0BbIUHO ABNAETCA MOMbITKA HAKOMUTD
Hay4YHOe 3HaHWe 415 Pa3BUTKS 1 NOBbILEHNS
3QDEKTUBHOCTI CUCTEMBI 3[,pABOOXPAHEHMS
B LLE/IOM, @ He OTAENbHbIX Y4aCTHNKOB.

OpHako MpaBo Ha KOHOWAEHUMANBHOCTb
MeAMLMHCKMX AaHHbIX, U B YaCTHOCTU TeHe-
TUYECKMX, HE ABNSETCS abCOMOTHBIM NPaBOM
uenoBeKa, Kak NokasblBaeT NpakTuKa.

B nepsyto ouepenb KOHOUAEHLMANBHOCT
MOXET ObiTb OrpaHMueHa C cornacKs camoro
naumeHTa — ecau OH SIBHO BbIpa3ua paspe-
WeHWe Ha nepeaady ero MeanuUMHCKUX AaH-
HbIX €ro poACTBEHHMKAM W yKa3an Wx B A0-
6pPOBONLHOM  MHOOPMUPOBAHHOM COMACUN.
OfHaKo Aaxe Npu Takow CUTyalUmmn 3a4acTyto
BpauM CuMTaloT TNpeBaaupytollen 06s3aH-
HOCTbIO  COB/MOAATb  KOHOUAEHUMANbHOCT,
0 uYem CBUAETENbCTBYET paf Aen, paccma-
TPVBAEMbIX BbICLUIMMM CyAaMK Pa3HbIX CTpaH
(8 TepmaHum — PeweHne BepXoBHOro cyaa
1983 1. (Lytvynenko, 2020)", 8 Poccumn — Pe-
weHwne KoHctutyumoHHoro Cyaa o113 ssHBaps
2020 1. N0 1-112),

3akoHoAaTeNbCTBO BOMBbWMHCTBA paccma-
TpUBaeMbIX CTpaH onpedenseT nepeyeHsb

UCKIIOYEHWIA, MPU  KOTOPbIX KOHOUAEHLM-
A/IbHOCTb eHETUYECKMX [aHHbIX MOXET BbiTb
NpaBOMEPHO HapylieHa. B bonblieit cTeneHm
3TO CUTyauuu, NpW KOTOPbIX OrpaHMyeHus
KOHQWAEHLMANBHOCTU FeHeTUYEeCKNX AaHHbIX
KpyUManbHbl A5 COXPAHEHNS MYBANUHBIX UH-
TepecoB. Ha Takom noaxone 6asvpyetca BCs
06/1aCTb NPaBOOTHOLIEHWA MO MOUCKY Mpe-
CTYMHUKOB Ha ocHoBaHun AHK un cospaHue
reHeTUuecknx 6as AaHHbIX ANS KpUMKUHANW-
CTUYeCKMX Lenen. Ho MOXHO v cumntaThb npa-
Ba POACTBEHHWMKOB YYaCTHMKA FEHETUYECKMX
NCCNefoBaHUI WAV NauneHTa, NPoXoasLLero
TeCTUpOBaHue, Ny6AUUYHbBIMKM  UHTEpecamu?
[lo MHEHW0 aBTOpa, 3TOT BOMPOC ABASETCH
[NUCKYCCUOHHbIM 1 MMEEeT pSA apryMeHTOB
KaK 3a, Tak 1 NpoTMB. POACTBEHHMKM NaLMeH-
Ta, C OAHON CTOPOHbI, ABASHOTCS OBLLHOCTbIO
CO CBOMMMU MHTEpecamu, 1 3aKOHOLATENbCTBO
COOEPXUT B cebe MprMepbl 3alLWTbl NPaB 3T0

O6LIECTBEHHOM TPYNMbl — Hanpumep, WH-
CTUTYT CcemelnHon TaiHbl. C Apyroi CTOPOHSI,
POACTBEHHMK MalMeHTa, 3aMHTepecoBaH-

HbIi B pe3ynbraTe reHeTUYeckoro aHanusa,
MOXET BbITb TONbKO OAHUM ANLOM, @ 3HAUYNUT
naxe no GopmanbHOMy MpUsHaKky He aBaseT-
Csl OBULHOCTBIO, 1 OH MbITAeTCA peann3oBatb
CBOV MHAVBUAYANbHBIE MHTEPECH, 3anpaliu-
Bad AOCTYN K AAHHbIM.

[o3ToMy aBTOpPOM 6bll NPOM3BEAEH MOMCK
HOPM MpaBa, OrPaHUUYMUBAIOWNX KOHOUIEH-
LMaNbHOCTb TEHETUYECKUX AAHHBbIX UMEHHO
BBWY HEOBXOAMMOCTY 3aWMNTbl POACTBEHHN-

" Bundesgerichtshof (BGH). (1983, March 31). Zur Frage, inwieweit den Angehirigen bzw. Erben eines verstorbenen Pati-
enten ein Recht auf Einsichtnahme in die Krankenpapiere zusteht (VI ZR 259/81). Available at: https://dejure.org/dienste/
vernetzung/rechtsprechung?Text=NJW%201983,%202627

2 Noctaronerune KoHctutyumnorHoro Cyaa P® o1 13 sHeaps 2020 . No 1-I1 «[1o Aeny o npoBepke KOHCTUTYLMOH-
HOCTW YacTel 2 1 3 cTaTby 13, NyHKTa 54acTu 5 cTatbh 19 nyactn 1 ctatbn 20 PesepanbHoro 3akoHa «06 ocHoBax
oXpaHbl 340p0BbA rpaxaaH B Poccuiickoint Pegepaunm» B cBa3n € xanobon rpaxaarkn P.L. CBeUHNKOBON». Pexxnm
noctyna: http://publication.pravo.gov.ru/Document/View/0001202001140003 Bpauun He nepepaBanvt MeAWULMH-

CKMe [laHHble YXe YMepLIero nalneHTa ero cynpyre HeCMOTPS Ha To, YTO OH yKa3blBaa ee Kak JoBepeHHoe nL0
B 106pOBONbHOM UHGOpMUpoBaHHOM cornacun. KC PO npusHan Takoii NoAX0A HE3aKOHHbIM.
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Ka. AHann3 nokasan, uto PpaHuns gengercs
€IMHCTBEHHON CTPaHOW, TA4e 3akoHOo4aTeNb-
CTBO MPEeANUCHIBAET KOHKPETHble AeiCTBMS
N0 MHGOPMUPOBAHNIO POACTBEHHMKOB. HIKa-
Kne Apyrve onpefeneHHble B 3aKoHoLaTe b-
ctBax CLWIA, EC, Benukobputanun n Poccum
UCKIOUYEHNS He MpeLyCMaTpUBaKOT BO3MOX-
HOCTb OrpaHuMyeHus KOHOUAEHUMANBHOCTY
nauMeHTa B MO/b3y ero poACTBEHHMKOB. Ta-
Kyl0 CUTyalmio MOAYEPKMBAOT M HEMHOMo-
YNCNEHHbIE WCCNEAOBAHUS B POCCUIACKOW
IOpUANYECKO nuTepatype, npeanaras npu-
HATWE OTAENbHOro 3akKOHa O ToCyAapCTBEH-
HOM pEerynMpoBaHuM NpoLeaypbl packpbiTus
nHdopmaumm poacteeHHnkam (Caxmnrape-
eBa, 2020). Mo Hawemy MHeHUo, NPUHATHE
OTAENbHOTO 3aKoHa MO JaHHOK Teme Heobo-
CHOBAHHO B CUJY €€ Y3KOTO NPUMEHEHWS.

[pvBefeHHbIA aHaNn3 3aKoHOLATe/NbCTBA
MOKa3bIBAET, UTO A5 PACKPBITUS PE3Y/bTATOB
reHeTMYyeckoro TeCTUPOBAHMUS POACTBEHHM-
Kam HeobxoAMMo cornacue naumexTa. M ato
0bWMWiA  noaxod, KOTOPbIA  MpHUMeHseTcs
[0S PacKpbITUs Mobo MeANUNHCKON NHbOP-
MaLnu, He y4uTbIBaOLWMNIA cneunduky reHetmn-
UECKUX laHHbIX. B BONbLIMHCTBE CTpaH Meau-
LMHCKME pabOTHNKU HE HECYT CYLLLECTBEHHbIX
0bg3aHHOCTEN nepen  toAbMK,  KOTOpble
He 06palllasnch K HAM 3a MOMOLLbIO, W NO3TO-
MY He SIBNSeTCa UX OCHOBHOM 06A3aHHOCTbIO
(Takxe) CNyXuTb MHTEpecam 340pOBbS POA-
CTBEHHUMKOB CBOMX nauuneHToB (Fox, Spencer,
& Torkamani, 2018).

CynebHas npakTuka no paccmarprBaemon
npobneme 6bina 4OCTATOUHO NPOTUBOPEUNBA,
W CyabW NO-pasHOMY MPUHUMANW peLLeHus
He TO/IbKO O CaMOM aKkTe packpbiTUS AaHHbIX,

HO ¥ 0 crnocobax MpakTUYecKon peanusa-
LW, B 04HMX U3 NepBbix CyaebHbIX pelleHni
1990 roga (Pate v. Threlkel® u Safer v. Estate
of Pack™) cyabl NpuwAn K BbIBOAY, YTO Bpay
06s3aH npeaynpesnTs O pPUCKE pPa3BUTUS
reHeTuyeckn  obycnosaeHHoro  3abonesa-
HUS Y POACTBEHHUKOB nauuneHTa. Mpu 3Tom
B NEPBOM fIENIe Cy/l YKa3biBai Ha TO, YTO Takas
0693aHHOCTb  ByAeT cuMTaThCd  WCMOMHEH-
HOW, €C/M Bpay CKaXeT CBOEMYy MaLUeHTy
0 TOM, YTO Y €r0 POACTBEHHUKOB €CTb PUCK.
Bo BTOpPOM paccMaTpuBaemom aene cya Uaet
Janblie — ykasbiBas Ha 0693aTeNbCTBO, NOMbl-
TaTbCA CBA3ATHCH HAMNPAMYI C POACTBEHHU-
KaMi NaumeHTa, KOTopble HaxoaaTca B rpyn-
ne pucka. Mpn 3TOM HEOBXOAMMO OTMETMUT,
uTo Aeno Safer v. Estate of Pack 6bi10 nepecmo-
TpeHo B 2001 rogy nocie npuHATUS 3aKoHa
0 KoHbuaeHUMansHocT B Hbto-[xepcyn (Ko-
TOPbI CXOX MO COAEPXKAHMIO C MONOKEHUAMM,
COAEPXALLMMICH B MO3XKE MPUHATOM aKTe
HIPPA), n yxe cya yKkasan, uto 0693aHHOCTH
CBA3bIBATLCA C POACTBEHHMKAMM A5 cooblie-
HUS O PUCKAX 3[40POBbIO Y Bpaya HeT.

B pewenun ABC v St George's Healthcare NHS
Trust and Others 2021 roaa cya Beankobputa-
HUW HE COMAcKCA C MNO3ULMEN UCTULbI, KO-
TOpas CuMTana, Yto Bpay ee oTLa AO/XeH Obin
COOBLMUTL € 0 TOM, YTO OH CTpafaeT oT 6o-
NE3HN XaHTVHITOHA, BBUAY TOrO, YTO 3TO B/IU-
AeT Ha ee 3[10POBbE U Ha 3/0POBbLE ee JeTeN.
OTel, 3a89BM Bpayy, UTO OH HE XOUET packpbl-
BaTb JaHHbIe O CBOEN 60Ne3HMW, Tak Kak 3Hasl,
UTO ero 404b 6EpPEMEHHA, W, Y3HAB O IMArHO3e,
oHa npumeT pellermne 06 abopTe. Cyabs obpa-
TN BHUMAHWE, YTO Bpay NPUHUMA pelleHmne
0 HepasmalweHnn AaHHbIX OTLa UCTWLbI No-

= Supreme Court of Florida. (1995, July 20). Pate v. Threlkel (661 So.2d 278). Available at: https://law justia.com/cases/

florida/supreme-court/1995/84289-0.html

" New Jersey. Superior Court, Appellate Division (1996). Safer v. Estate of Pack (677 A.2d 1188). Available at: https://
www.courtlistener.com/opinion/2089347/safer-v-estate-of-pack/
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CNe BbIHECEHWS aHHOTO BOMpOCa Nepe 3Tu-
yeckum komutetom (Foster & Gilbar, 2021).

B wupoko obcyxpaemom aene Smith v.
University of Leicester NHS Trust™ 2016 roaa cya,
BennkobputaHum 0TKAOHWA UCK TPOKOPOAHbBIX
6paTheB M cecTep nauWeHTa o HempeaocTas-
NIEHUW MALWEHTY TOYHOTO ANATHO3a, B PE3Y/b-
TaTe Yero y UCTLOB 6bi10 Bbl AMarHOCTMpOBa-
HO HacneacTBeHHoe 3abonesanue (Fay, 2017).
McTubl yTBEPXK NN, UTO OTKa3 Bpauei npo-
BECTV TECT NPUUUHIA BPe, 1 UTO OHU 0b643a-
Hbl MPOSIBAATL OCTOPOXHOCTb B OTHOLIEHUM
POACTBEHHMKOB NaumeHTa. 1o Haliemy mMHe-
HWIO, MOAXOA COOTBETCTBYET 06LEi TeHAeH-
LMK B 061aCTW 3[paBOOXPAHEHNA: YCUNEHWE
NPWHLMNA aBTOHOMUMW MALWEHTA U CHUXEHWE
poAv Bpaua kak HacTaBHMka. OfHaKo psj 3Tu-
UECKMX KOAEKCOB M PEKOMEHATENbHbIX AKTOB,
JEVCTBYIOWIMX B HACTOSLLEE BpeMS, BCE elle
noApasymeBaloT MOpajbHbIM JOAMOM Bpaua
OrpaHnUNTb KOHOUAEHLUMANBHOCTD NaLlyeHTa
1 COOBLNTL MHDOPMALLMIO O PUCKE Pa3BUTUS
reHeTMYeckoro 3aboneBaHns ero poACTBEHHN-
Kam B C/lyuae, ecain HapyLieHue nepeoro npa-
Ba HeCeT MeHbLIWIA Bped, YemM HecoobLleHne
UNEHY CEMbW MHDOPMALLMMN O PUCKE 3[0POBbIO.

C Hayana 2000-x cyabl NPULLAN K EAUHOMY
BbIBOAY O TOM, UTO KOH®UAEHLMANBHOCTb Ma-
LMEHTA HE MOXET 6biTb HapylleHa B Mob3y
ero poACTBEHHMKOB 6e3 ero cornacus Ha 370,
NpoAOXKas WAL, 3aN0XEHHYIO B 3aKOHOAA-
TenbcTBax cTpaH. CyaebHas npakTmka HeMHo-
FOUYNCNEHHA, HO B HACTOSLLEE BPEMA MOAXOA
eVH, 1 C YUEeTOM, YTO 3aKOHOAATENbCTBA pas3-
HbIX CTPaH Take eanHO006pa3Hbl, OCHOBaHMI
0XunaaTh, uTo B BAMXKalillee Bpema nosaBsTca
nepenomHble cyaebHble peLlieHns, y Hac HeT.

UHTepechbl poaCcTBEHHUKOB MO NOMYUYEHUIO
CBeJeHMi1 0 puckax 3aboneBaHus

XoTd topuanyeckne 06493aHHOCTM Bpava
B MepByl0 ouepeflb COCPEeAOTOYEHbl Ha WH-
Tepecax OTAE/NbHOro nauveHTa, B AOKTpUHE
npeanaraeTca paclimpuTb Takue ob6g3aHHO-
CTW UMEHHO B rEHOMHON MeanUMHE C UHAW-
BUAYA/IbHOTO YPOBHS HA CEMENHbIN.

KoHuenums, cornacHo KOTOpPOW Bpay nMeeT
Kakne-nnbo 06s3aTenbCTBa nepes TpeTbrmy
AnLamn, KOTopble Aaxe He SBAATCS ero na-
uMeHTamu, bbina chopmrpoBaHa paHee 1 sB-
nseTca bonee WMPOKOWA KOHCTPYKLMENR, Uem
paccmaTpuMBaeTCs B HacToswel cratbe. Ha-
npumep, cornacHo ctatyTty Tapacosa®, cdop-
MYAMPOBaHHOMY cyaomM KanudopHun elle
B 1976 T, CyAOM 6blN0 ONpeaeneHo, UTo Bpay
NO/KEH MpeAnpuHATbL AeWCTBUS ANS 3alu-
Tbl TPETbUX AWL, €CAN emMy CTann AOCTYMHbI
CBeAeHMs, no3Bonsiolne emy MAeHTUOUUN-
poBaTb MU0, KOTOPOMY FPO3UT OMACHOCTb,
1 Npy HEOBXOAMMOCTW pau 3TOro OH Brpase
HapyLWKTb BpayebHyto TaiHy U KOHPUAEHLN-
a/lbHOCTb €ro NaumeHTa.

Takoi noaxon 6asnpyeTca Ha HEeCKONbKMX
npuHUMNAX: NPUHUMNE B3AaUMHOCTW U MPUH-
umne nonb3bl (Parker & Lucassen, 2004). le-
HeTuueckas MHhOpMaLMS, 32 UCKAYEHUEM
HEKOTOPbIX CUTYaLMUIN, HOCUT CEMENHbIA Xa-
pakTep, MMEHHO MO3TOMy MpW MepcoHab-
HOM KOHCYAbTMPOBaHWUW Bpay-reHeTuK, co-
6upas aHamHes, y3HaeT Yy CBOEro nauueHTa
06 M3BECTHbIX emy 3260/1eBaHNgX ero poj-
CTBEHHWMKOB. B paje cnydyaes ang npoBeaeHms
reHeTNYeCckoro TeCcTUPOBaHMUS U YTOUHEHUS
HesACHbIX AaHHbIX Bpay pekoMeHAyeT npoBe-
CTV TEeHEeTUYECKMIA aHaNN3 «TPUO», 3TO 3HAYUMT,

> England and Wales High Court. (2016). Smith & Another V University of Leicester NHS Trust. Available at: http:/ /www.

bailii.org/ew/cases/EWHC/QB/2016/817.html

“Supreme Court of California. (1976, July 1). Tarasoff v. Regents of the University of California (S.F. No. 23042). Available
at: https://law justia.com/cases/california/supreme-court/3d/17/425.html
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uTO MOMUMO MauueHTa Buomatepuan npem-
flaraeTca caatb 1 ero 6AMKailuMM poaCTBEH-
HUKaM, Hanpumep pebeHKy 1 ero poanTensm
WIN POACTBEHHMKAM AN COBMECTHOMO aHa-
nm3a. Takum 06pasom, yxe Ha nepBoHayaslb-
HOW KOHCYNbTALMW 3aTParvBaloTCs UHTEPECH
POACTBEHHWKOB MalMeHTa, Tak Kak MauueHT
coobuiaeT Bpady WHdopmaumio 06 nx 3abo-
NIEBAHMAX A8 NONyUYeHUs Bonee TOUHOro pe-
3yabTaTa U nedenns ana cebq. Tak, naumeHT
NOMYYAET MOMb3Y OT CEMENHbIX FEHETUUECKMX
JAaHHbIX, 1 6blN0 Bbl CMpaBeaaVBO B3AUMHO
NOAENUTLCS pe3ynbTaTamMi CBOEro TecTUpo-
BaHMWA C POACTBEHHMKAMM, ECAN STO NO3BOAUT
YAYULIWUTb UX KAYeCTBO XKM3HU UK Aaxe cna-
cn ux (Knoppers, 2002).

Bonee Toro, Takasa KOHLENUMS LWWMPOKO NOA-
[EePXKMBAETCS HEKOTOPbIMM UCCIEe0BATENAMM
B coBpemenHoin nutepatype (Grill & Rosén,
2020) n obliectBeHHocTbio (Breitkopf et al,
2015; Breitkopf et al., 2018). IHK He cneayeT
cunTaThb YaCTHOWM COBCTBEHHOCTHIO OAHOTO
uenoseka. «[lomkHa ObiTb BOIMOXHOCTb MH-
$opmMMpoBaTh ApYyrux, y Koro ectb yacts JHK
uenoBeka, a MMeHHO 6KONOrMYecKnUX pof-
CTBEHHWKOB, O PUCKaxX Al UX COBCTBEHHOTO
3[0pOBbsl, a TakxXe NpefocTaBasTb UM f0-
CTYN K reHeTUYeCkon nHbopmaumm, Kotopas
npuHaanexunT Bcein cembes» (Wertz, Fletcher,
& Berg, 2003). O xapakTepe reHeTM4yecKkom
MHPOPMALIMK KaK O «CEMEMHON «CoBCTBEH-
HOCTW» paccyaaeTt v cya VicnaHamu B cBo-
em WKUpoKko obcyxaaemom aene Ragnhildur
Cudmundsdéttir v. The State of Iceland”
2004 ropa. B ykasaHHOM pene wcTel 3asB-
nana TpeboBaHme Ha UCKIOUYEHNE AaHHbIX ee
YMepLIEro 0TUa C UEe/blo COXPaHWUTb KOHOU-
JeHUManbHOCTh ee aouepu. CyllecTByOLW WA
Ha TOT MOMEHT 3akoH N° 139/1998 no3sonan

nomellath 61oobpasLbl B 61obaHK 1 coxpa-
HATb MHQOPMALIMIO O HWX B 6a3ax AaHHbIX,
npu 3TOM He npefycmaTpuBas BO3MOXHO-
CTW POACTBEHHWKOB BOCMPOTUBUTLCS 3TOMY
1 3a89BUTb NPOTECT, TpeboBaTb UCKMOUEHNS
6uoobpasLos U3 6robaHka. PeweHnem Bep-
XOBHOro cyna WcnaHamm 6bi10 YAOBNETBO-
PEHO 1CKOBOE TpeboBaHWe 1 MOCTaHOB/EHO,
UTO Y NOTOMKOB YMepLLEro, Ybk bromatepma-
bl XpaHUAUCh B 61MobaHKe, eCTb NPaBo Ha 3a-
WWTY YaCTHOM XM3HWM U KOHOUAEHUMANbHO-
CTV NOCPEeACTBOM WCKAKYEHUS ITUX AAHHbIX
13 bropenosnTopns. MoTUBMPOBAN CyA CBOE
peleHne Tem, YTo M3 XpaHAWMXCS AaHHbIX
YMEpLIEro A0oHOpa MOryT 6biTb BblBeAEHbI
reHeTMueckme U MeanumnHcKMe AaHHble O no-
TOMKaXx, YTO HapylwaeT Ux NpaBO Ha KOHOU-
NeHUMaNbHOCTb.

HecmoTpa Ha Hannume obUIMX NOAXOA0B
K KOHQUAEHLMANbHOCTY CyObEKTOB, KOTOpbIE
yKa3blBalOT Ha YyBCTBUTENbHOCTb reHeTuue-
CKOM MHGOpMaUMK ¥ NPeAnnCbIBaOT CaMOMy
CybbekTy MaKCMMasnbHO OrpaHuumMBaTh [0-
CTYN TPETLUX WL, K HEI BO M3beXaHWe pucka
NUNCKPUMUMHALMW W APYrUX HapyLIeHWiA npaB
uenoBeka (Takmx Kak npaBo Ha JOCTOMHCTBO),
MCCNefoBaHWS  MOKa3blBAKOT, YTO MHOMME
MOAN  PACKPbIBAKOT TreHeTnyeckne AaHHble
y/lleHaM CBOen cembW. boNbWMHCTBO Ntoaen
He npuaaloT 6GOAbLWIOTO 3HAYeHWa  KOHOW-
NeHUManbHOCTK, Koraa nHdopmaums MoxeT
NO3BOMUTb POACTBEHHMKAM OBHApPYyXUTb re-
HeTuueckoe 3ab0N1eBaHNe Ha paHHER CTaanm
€ 6ONBLIMM LWAHCOM Ha u3neyermne (Heaton &
Chico, 2016).

3avacTyto reHeTuyeckas MHPopmaums BoC-
NPUHUMAETCS Kak CeMelHas TaiHa, TO ecTb
MHpOpMaLNg, KoTopas AOMKHA ObiTb  [0-
CTyNHa CeMbe, HO orpaHuuyeHa Ans AOCTy-

7 Ragnhildur Gudmundsdottir v. The State of Iceland. (2004 September). European Journal of Health Law]11(3), 283—
291. Available at: https://repository.library.georgetown.edu/handle/10822/505390?show=full
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na TpeTbux nuu. CornacHo onpocam, Moau
B MNoAaBAgolWEM 6oNbWMHCTBE (91%) xoTaT
3HaTb MHPOPMALIMIO O CBOEM TEHETUYECKOM
pUCKe, KOTOPbI BO3HMKAET B pe3y/ibTaTe TecTa
POACTBEHHMKA B OTHOLIEHWM CMEPTENbHOO
1 npeaoTBpaTmMoro 3abonesanns. boneeToro,
63% 3TUX MOJEN «OueHb XOTenn Bbl», YTODSI
C HUMK CBA3anUCh. Jlioan ocobeHHo ybexae-
Hbl B TOM, YTO OHW [AOMXKHbI 6bITb NpOUHMOpP-
MWpPOBaHbl O TEHETUUYECKON WHpOpMaLIMK,
KOTOpas MOXET MPUBECTM K BO3MOXHOCTM
NpeaoTBpaTUTL reHeTYeckoe 3aboneBaHue.

TemM He MeHee, KOrma Bpay He Moayuunn
OT MauWeHTa cornacue Ha packpbiTe reHe-
TUYECKon  MHPOPMALMM  POACTBEHHMKAM,
He ACHO, KakK MeAWUMHCKME pabOTHUKM A0AXK-
Hbl HANTK BanaHc Mexay 0693aHHOCTbIO Xpa-
HWTb KOHQUAEHLMANLHOCT WX MALWEHTOB
1 cooblaTb MHPOPMALIMIO O PUCKaX UYaeHam
NX CeEMEW, BbIMOMHAS CBOW MOPajbHbIA AONT
nepes 06LIECTBOM, KOTOPbIA OXMAAETCa CO-
FNacHO OO6LLECTBEHHOMY MHEHWIO W 3aKpe-
NAEH B MATKOM MpaBe, 0 Yem ByneT ckasaHo
nanee. CeMby He MMeEIOT NpaB Ha UHPOpMa-
UMIO OT APYrMX AL, Tak Kak Takue npasa
He 3aKpenseHbl PUANYECKH, UTO, Mo CyTH,
aenaet obMeH [aHHbIMU C 3aMHTEpeCcoBaH-
HbIMW  POACTBEHHMKAMU  HE0BA3aATENbHbIM
HW 419 Bpaya, HW A9 NaLMeHTOB, a STUYecKne
peKkoMeHAaLMN HUEM BOAbLINM, YEM MPOCTO
paccyxaeHmammn o npobneme (Benkendorf
etal.,1997).

Onpocbl NaUMEHTOB C pasanuHbIMK 3a60-
NEBAHUSAMM M WUCCNEA0BaHMA MOKa3blBAOT,
UTO MaLMeHTbl YacTo CUMTaloT CBOEe 064-
3aHHOCTbIO  COO6LIATh POACTBEHHMKAM pe-
3yNbTaThl CBOMX TEHETUUYECKMX TeCTOB, eCun
OHM ByayT NOAE3HbI AN YAYULLIEHNS 340pOBbA
NX POACTBEHHWKOB. MHOrMe onpatinBaembie
YTBEPXKAAIOT, UTO OHW XOTenn bbl AenaTb 3TO
npy NoaAepKKke CBOEro Bpaya, Tak Kak Bpau,
Gyayun npodeccroHanom, cMmoxet 6onee
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NoAPOBHO pacckasaTb O pucke 3ab0n1eBaHUS.
B ntobom cnyyae nepepava reHeTUUecKow
MHGOpMaLMK NpeacTaBngeT Ccobon  CAox-
HbI MPOLLECC, U HA HEro MOTYT BAKUATH B3au-
MOOTHOLLEHUS B CEMbe, CEMEHbIA aHaMHE3,
Cy6bEKTVMBHOE BOCMPUATHE DPE3yLTaToB Te-
CTUPOBAHUS, CMOCOBHOCTb OBBACHATL Me-
OVUMHCKYI0 MHGOPMALMIO, a TakXKe 3aBUCAT
OT XeNaHWa U CMOCOBHOCTY UeHa CEMbU MO-
HUMAaTb MHGOPMALIMIO.

Mopxoab! K pelieHuto Npo6iembl,
M3/10)KEHHbIE B aKTaX MATKOro npaBa

B AOKTpUHe onybanKoBaHbl UcCaenoBaHMs
(Phillips, Borry, Van Hoyweghen, & Vears,
2021), KOTOpble CTaBWAM CBOEW Lenblo npo-
aHaAM3MpoBaTh aKTbl MArKOro npaga, Aew-
creytowme B CLUA n EC, — pekomeHaaumm
BpauebHbIX  accoumaumnii,  KoHbepeHLUui
M Cbe3LoB. Ha OCHOBaHMM aHanMsa MOXHO
CLLeNaTh BbIBO/, YTO akTbl PEKOMEHAATENbHOTO
xapakTepa yaensor 60/bliee BH/IMaHUe Npo-
bneme, uem 3aKoHOAATENbCTBO. B paccmaTpu-
BaeMmblX [OKYMEHTax COAEPXaTcs peKoMeH-
Jaunm 0 TOM, Kak MeanumHcKkne paboTHUKM
MOTYT Hauny4lWwmnm o6pa3om CrnocobCTBOBATH
pacKpbITUO MHOOPMaLMM O TFeHeTUYeckom
PUCKE, NPV 3TOM B HEKOTOPbIX AOKYMEHTax
NOAYEPKMBAETCS BAXHOCTb PaHHEro 06Cy-
NEeHNS CeMEeNHbIX MOCAeACTBUIA 1 06LIEHNS
C NauneHToM. B BOMbLWINHCTBE AOKYMEHTOB
NPU3HAETCs, UTO CledyeT HaxoAWTb HanaHc
MexXAay — KOHOUAEHUMANbHOCTBIO — NauueH-
Ta U uHTepecammn cembn (Molnar-Gabor &
Korbel, 2020). BOAbWWHCTBO AOKYMEHTOB
BO3/1aratoT OTBETCTBEHHOCTb 3a BbIMONHEHME
06513aHHOCTM MO UHGOPMUPOBAHMIO UNEHOB
CeMbi npex/je BCEro Ha camux MNaLWeHTOoB,
0CTaB/sg 32 Bpayamu BOIMOXHOCTb MOMOraTh
M B 3TOM, Npurnalas poacTBEHHWKOB Ha CO-
BMECTHble KOHCYAbTALMM UM NOATOTaBAVBAS
cneumanbHble MHGOPMaLLMOHHbIE MUCbMA.
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PekomeHaauum Hekotopbix cTpaH EC Bce
e CCbINAoTC Ha BO3MOXHOCTL Bpaua nofe-
JNTHCA JAHHBIMU TEHETUYECKOro TeCTMpPOBa-
HWA C poAHbIMK NpobaHaa Aaxe 6e3 cornacus
CamMoro naumeHTa, Takum 06pasom pekoMeH-
AyS MEeAULMHCKUM paboTHUKAM MOBEAEHNE,
KOTOPOE BXOANT B MPOTUBOPEUME C AEACTBYIO-
LLIMM 3aKOHO/ATEIbCTBOM.

«O6blUHO Bpay He VMeeT npaBa packpbl-
BaTb MEAMLMHCKYI0 MHPOPMALMI0 O nauu-
eHTE APYIMM NINLAM, BK/IKOUAS UNEHOB CEMbM
naumeHTa, 6e3 cormacua naumeHTa. Ho Tak
Kak reHeTuueckas MHGOpMaLIS MOXET TakxKe
MMETb BaXKHOE 3HaueHNe A5 YNEeHOB CEMbM,
KOTOpblE, KaK W MaUMeHT, MOMK yHacneno-
BaTb 3260/1€BAHNS, CUMNTAETCS, UTO B Onpeje-
JIEHHBIX CUTyaLMax 3Ta MHGOPMaLMA MOXET
MMETb 3HaueHNe A9 340POBbA POACTBEHHN-
KOB, UTO BaXkKHee, Yem 06S3aHHOCTb CObNto-
JEHNA  KOHOUAEHUMANBHOCTY, 1 MO3TOMY
5Ta UHQOPMALMA MOXET BbiTb UM pacKkpbiTa
6e3 cornacms Camoro naumeHTa» — ykasaHo
B PekomeHnaaumsx [latckoro CoseTa no stuke
2012 ropa®.

B BenukobputaHumn ¢ 2011 roga obcysxaa-
eTCsl «CemMelHas» MoAesb 0CTYNa K pesy/ibra-
Tam reHeTnueckoro TectuposaHud. O6bean-
HEHHbBI KOMUTET MO MEAWLVHCKOW TeHETUKE
(KomuteT KoponeBckoro konnesxa Bpaven,
Koponesckoro konneaxa natonoros, bputan-
CKOTO OBLLECTBA FEHETUKM YEI0BEKA) B CBOWX
pekomeHaaumsx 2019 roga npeanaraer Kom-
NPOMWCCHOE pelleHre — BO3MOXHOCTb Bpaya
nepeaasaTb «yCEUEHHbIE» [JaHHbIE POACTBEH-
HUKaM MauMeHTa, He packpbiBad ero KOH-
GUAEHUNANBHOCT U TEM CambiM paspeluas

KOHOANKT. HemMHorne Bpayn AERCTBUTENBHO
NPUMEHUAN UX Ha MpaKTUKe, Tak Kak obmeH
NHPOpMaLMEN O YenoBeke C ero poACTBEH-
HUKAMW, BO-MEPBbIX, ABNFETCH HapylleHUEM
3aKOHO4ATeNbCTBA O KOHOUAEHUMANBHOCTM
[laHHbIX MauneHTa, a BO-BTOPbIX, NPOTUBOpE-
UUT TYOBOKO YKOPEHMBLLIENCS TPAAMLUN KOH-
GUAEHUMANBHOCTY NaUMeHTa.

B Poccum B 06nacTv 34paBoOXpaHEHNS
LeVICTBYIOT NpodeccnoHasbHble accoumaumm
N NauMeHTCKne opraHvsaumu, KoTopble Mno-
MUMO OCHOBHbIX BOMPOCOB OTpac/in 3aTpa-
TMBAOT W MpaBOBble, 3TUUECKME MPOBAEMbI.
B HacTosllee BpeMs TakMMU OpraHm3alnsamm
He paccmaTpvBaeTcs BOMPOC AOCTynNa K reHe-
TUYECKMM pesy/nbTaTaM POACTBEHHMKOB MNa-
LMeHTa Kak oTaenbHag npobnema. Mpu sTom
YNOMUHAHWE paccmaTpuBaemoin npobaembl
6bI10 HAMAEHO B Y3KOMPUMEHNUMBbIX KanHuye-
CKMX pekoMeHaaumax no 3aboeBaHmnto Myko-
nonvcaxapunaos'’, Kotopble NoAPOBHO OMUCHI-
BAOT NOPAAOK BEAEHNS NALMEHTOB C JaHHbIM
reHeTMyecknm 3aboneBaHuvem, B TOM uucie
3aTparnBas paccmaTtpuBaemylo B HACTOS-
wen cratbe Temy — MHOOPMUPOBAHME POA-
CTBEHHMKOB B rpynne reHeTu4yeckoro pucka.
B KnnHuuyecknx pexkoMeHaaumsx AaHHOro
3ab6oneBaHNa ecTb pasaen «[1omollb CEMbU»,
KOTOpbIA  colepXuT cnepytollee: «PoaHble
6paTbs W CECTPbI, BCE POACTBEHHUKM MO MaTe-
PUHCKOW NVMHUW — ASAWN, TETW U ABOOPOLHbIE
6paTbs 1 CeCTpbl AOMKHbI ObITb MPOUHGOPMU-
poOBaHbl O HEOBXOAMMOCTU TECTUPOBAHWAY.
Bpauy pexkomeHayetcs nepenartb 3Ty MHOOP-
Maumio cBoemy naumeHTy. Mo apyrim 3abone-
BaHMAM BOMPOC OCTaeTca 6e3 oTBeTa.

'8 Danish Council of Ethics. (2012). [Genome testing. Ethical dilemmas in diagnosis, in research and direct-to-

consumer]. Available at:

https://nationaltcenterforetik.dk/etiske-temaer/genteknologi/2012/baggrundsrap-

port-om-genom-undersoegelser-2012. (In Danish).

¥ «KnuHnyeckre pekomeHaaumu «Mykononucaxapnaos tun Il», yt8. Munsgpasom Poccumn, 2021, Pexm focTyna:

https://cr.minzdrav.gov.ru/schema/392 2
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CrouT ckasatb, 4TO nNpodeccmoHanbHble
accoumaummn B Poccum akTMBHO y4yacTBYOT
B pa3paboTke KAMHWUUECKMX PEKOMEeHAALM.
Takoke B Poccum npuHAT NpodeccmoHanbHbiin
CTaHAapT A9 Bpavya-reHeTuka’®, B KOTOPOM
YNOMWUHAETCH, 4YTO TPYAOBOM (yHKUMOHAN
Takoro Bpaua BK/tOYaeT B cebs pa3paboTky
nnaHa NpoduNakTUKK No NpeaynpexaeHuto
BPOXAEHHbIX 1 (MM) HACNEACTBEHHbIX 3260-
NIeBaHWI B CEMbe MAUMEHTOB C BPOXAEHHbI-
mMu (MAK) HacNeaCTBEHHbIMM 3a60neBaHNAMNY,
a Takxe Yy 3[0POBbIX HOCKTENeR NaToreHHbIX
MyTaLWA, @ TakXXe pas3bsCHEHWS CBS3aHHbBIX
BOMPOCOB NaLMEHTY 1 YNeHaM ero CEMbM.

C  yYBEpEHHOCTbIO  MOXHO  YTBEPXAaTb,
UTO COMACHO 3aKOHOAATENbCTBY OObLWMH-
CTBa CTpaH Yy Bpaya HET 0643aHHOCTU CO06-
LLaTb O pMcKe 3260/1€BaHMS POACTBEHHMKY €r0
nauuneHTa, 0AHako peKoMeHAaUnmn Npesnmnchl-
BaloT Bpauy MHGOPMUPOBATb POACTBEHHUKOB.

KnavHuueckne pekomeHaauMm UMeoT MeHb-
WY OpUANYECKYD CUATY, HEeXenu paccma-
TprBaemble B NpeablaylieM pasaene 3akoHbl
C TpeboBaHUSAMI O COBIOAEHUN KOHOUAEH-
UnanbHoOCTN. Ho ykasaHHble KnnHuuyeckme
pekoMeHAauMn SBASIOTCS  y3Kocneumanmsm-
POBaHHbIMW aKTaMW, y4YMTbiBAOWMMK Che-
UMOUKY OTHOLEHUN, a 3HAUYUT OHU SBASIOTCS
WHAMKATOPOM MOTPEBHOCTH NPOdeCccMoHab-
HOro coobllecTBa 1 NaUMeHTOB B peryanpo-
BaHWM paccMaTprBaEMO MPOBAEMbI.

Mcxons w3 aHanmsa NpuBEAEeHHbIX Peko-
MeHAAUWNA, ITUYECKMX HOPM W Pa3aMYHbIX
aKTOB MArKOro npaea, OT Bpaya BCE e OXMW-
[aeTcs  npeaynpexieHve poACTBEHHUKOB
nauMeHTa O HOCUTENbCTBE T[EHETUYECKOro
3a60M1€BaHNA AW PUCKOB 3[40POBbI0. Takxe
Takoe MSIrKoe perynmpoBaHue npeanuncsisaet

[ENCTBIA BO B3aMMOOTHOLIEHNIX Bpay — na-
UMEHT — POACTBEHHMK MALMEHTA, HO HWKaK
He peryaupyeT 061acTb HayuHbIX NCCAeA0Ba-
HWUI, M BOMPOC OCTaeTcs 6e3 oTeeTa.

Takum 06pa3om, HECMOTPSI Ha TO YTO 3aKo-
HOAATeNbCTBO U CyaebHaa NpakTuKa B HAaCcTo-
qulee Bpems NPUWAN K OTHOCWUTENbHOM rap-
MOHUW, 3TUYECKME MOoAXOAbl NPOAOAKAT
coaepxaTb B cebe pekomeHAaUMM Mo coob-
WEHWIO PUCKOB 3/10POBbLI0 POACTBEHHMKAM.

MpakTnueckas peanvsauns npeaocTas-
NeHus pe3ynbTaToB reHeTUUYEeCcKoro
TECTUPOBaHUS POACTBEHHMKAM

Moaxofbl, Npeanaraemble B 3aKOHOAATE/Nb-
CTBE W aKTax MArkoro npasa (KoTopble urpatot
Cepbe3HYI0 POb B 06/1aCTH NPABOOTHOLLIEHWI
B MEAMUMHE U 31paBOOXPAHEHMM) YCAOKHS-
0T NpobaeMy He TO/IbKO TeM, UTO MPOTUBOPE-
yat Apyr Apyry, HO 1 TeM, YTO UX TPYAHO pea-
JIN30BaThb HA NpaKTUKe.

B HacTosem pasgene npuBoAATCS pas-
JINYHbIE acneKTbl MPaKTUYEeCKoW peannsaumm
NpUBEAEHHbIX BbILIE B CTaTbe MONOXEHWNA,
PETYNPYIOLLMX OTHOLWEHMS Bpaya, nauueHTa
11 €ro pOACTBEHHWUKOB MPU MOMYUEHNUN OCTY-
na K pesyjbTaTaM reHeTU4eckoro TecTnpo-
BaHus. M0 Halemy MHEHWIO, pacCMOTpeHNe
BOMPOCA O BO3MOXHOM NPaKkTUUECKOR peanw-
3aUMKn peleHnii SBASETCS BaKHbIM aCMeKToM,
Tak kak nosefeHne Bcex CyObeKToB NpaBooT-
HOWEHUI AMKTYeTCca (GakTUYEeCKUM KOHTeK-
CTOM U PEasibHOCTbIO.

MocKo/bKY 3aKOHOAATeNbCTBO paccmatpi-
BaemblX CTpaH eMHO06pasHoO Npy noaxoae
K OrpaHWYyeHnam KOHOUAEHUMANbHOCTU Ma-
UMeHTa U YeTKO MpesycMaTpuBaeT BO3MOX-
HOCTb MepeAaBaTb AaHHble POACTBEHHMKAM

20 [Tpukaz MuHucmepcmea mpyda u couuarbHoil 3augumel Poccutickoii Gedepauuu om 11.03.2019 No 1421 «O6 ymeepxdeHuu
NpodeccuoHarbHo20 cmaqoapma “Bpau-zeqemuk” (3apeaucmpuposar 08.04.2019 Ne 54301). Pexum goctyna: http://pub-
lication.pravo.gov.ru/Document/View/0001201904080024
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NalyenT NoANuCHIBaeT A0GPOBONLHOE

©OpMa 0GPOBONILHOND UH(OPMUPOBAHHOTD COTNACUS

MHPOPMUPOBAHHOR COTNIACHE NPH Havane (AMC) Bomiia copepiaTh: 1) CBRAGHMA O HEAAHUM UK

B3aUMOAEHCTBIA C BPaYOM Nepes CTapTom
nevenna

v

- YKasaWbl AelicTEMs navenTa,

HEXeNaHU NONYYaTs PesyNLTaThI MCCNEAOBAHMS, 2) O
BTOPHMHBIX HAXOAKAX

B JMCe yka3aHo, 4O XOHET NOAYYATE PeayAbTaThI

- oTMeNenbl aeficTaNA Bpava,

v

- OTMEYeHbI MOMEHTBI NPHHATMA
peleHIA NaLueHTom —

MCCAGQOBAHMA U BTOPUUHbIE HAXOAKM

Bpau nonyuaer 4aHHsie 0 pucke
wrenscrae po,

obopMAEHHbIE B AoKyMeHTE

v

nauvexta

Bpau COOBWaET NAUMEHTY O Pe3yNLTATaX ero
reHeTHYECKOro TeCTUPOBaHMSA, coobLiaeT o
pucke 3a60neBaHNA €ro POACTBEHHUKOB

v

NauMeHT NPUHUMAET PeleHHe O Cornachin
WAV HeCorNacuin ACNUTCA Pe3ynbTaTamMu
MCCNeA0BAHUA U PEAYTIPEXAATE

POACTEEHHMKOB

MaumenT Ager cornacke Ha packphiTHe CBOMX

C—— |
RaHHAIX B UiTepeCaX POACTBeHHKa BpaYy v

+—/

Bpau snpase nposecTy Geceay M
NOAYEPKHYTb, KaKHe PHCKH 3A0POBLI0 L

P naHHbIX B POLCTBEHHMKa, HO He XOteT
WHbOPMHPOBaTh €r0

MNayyeHT A3eT COrnacue Ha PACKPLITUE CBOMX
A2HHEIX B MHTEPECAX POACTBRHHUKA U FOTOB Cam
POMHGOPMUPOBATS €10

POACTBEHHWKA NALMEHTa MOTYT BbITb U Kakan
NO/k3Y OT PAHHErO NeYeHus uanu
NPOGUIKTUKM MOMET BbiTe

!

ECAM NaLMEHT Bee Tak e OTKasbIBaETCA
ACTMTHCS AAHHBIMU [EHETUNECKOTO
TECTUPOBaHMS, BPaH HE BNIPABE HAPYLIMTL
KOHOMAEHLMANBHOCTS. AaHHBIX CBOETO
naupenTa

v

Bpay 06LACHAET NALIMEHTY, 4TO Y POACTBEHHHK ECTb NPABO He KEAATS 3HaT PUCKM CBoero

3A0p0BbA

¥

BPau NPeANaraeT coCTasUTL MUCLMO C UHPOPMALMEN O PUCKaX 3AOPOBLA POACTBRHHMKE U

peloMeHayer 0BPaTUTLCA K BpaUy-reHeTHKY

v

NauuenT coo6LIART POACTBEHHMKY, €CAM
TOT XOUET 3HaT O PUCKAX CBOErD
3n0poBsA

MaumeHT nepeaaeT poACTBEHHUKY
NMCbMO, MOATGTOB/IEHHOE BPAYOM

PucyHok. Opeanusayus e3aumodeiicmgus 8paud U nayueHma npu o06cyxoeHuu 8onpoca o nepedade 0dHHbIX

2eHemu4ecKkozo KOHCYAbmuposaHus poaCMBeHHMKGM

nauMeHTa C cornacus naumeHTa, paccmarpu-
BaeTCcs B MEPBYI O4yepesb Takow CLeHapwi,
KOTOPbI Takxe COAePXKUT B cebe paj Cnox-
HOCTEN, MpOUEAYPHbIX W [NOKYMEHTANbHbIX
NpensaTCcTBUN.

Ha pucyHke npuBefeHa BO3MOXHAs Cxe-
Ma B3aMMOAEWCTBMS Bpaya W NauueHTa
Ins obecnedyeHuns nepefadun BaxHbIX cBefe-
HWIA O pyCKax 30POBbI POACTBEHHMKAM Ma-
UMEeHTa W po/b Bpaya Npu packpbiTvK Takmx
NaHHbIX. [lprBefeHHas cxema B3aMMOAeN-
CTBMA MOXET BbITb NPAKTUYECKW NPUMEHNMA
Bpayamn B Poccuiickon ®epepaunn. Mpea-
NOXEHHbIVi NOAX0[, Y4UTbIBaeT OTHOCUTENBHO
e/lviHble TpeboBaHUs KOHOUAEHLMATbHOCTY

[aHHbIX NauneHTa, 3aKpenieHHble B 3aKOHO-
[laTe/IbCTBE PACCMaTPUBAEMbBIX B HACTOSLLEW
CTaTbe CTpaH, Mpw 3ToM yaenseTcs ocoboe
BHUMaHWEe  MHOOPMMPOBAHUIO  NaUMEHTa
He TO/IbKO O XapakTepe MeAMLMHCKOro BMe-
laTenbcTBa M COCTOSHUM 340pPOBbS CAMOro
naymeHTa, Ho U MHGOPMMPOBAHME O PUCKAX
3[I0pOBbS U/NIEHOB €ero cembu. [lo Hawemy
MHEHWIO, pO/ib Bpaya Npu pelweHnn Bonpoca
NHPOPMMPOBAHMSA POLCTBEHHMKA NaUMEHTa
Ha HaCTOALLIMA MOMEHT [AOCTAaTOYHO BaXHa,
1 OHa 3aK/4YaeTcs B MHGOPMaLMOHHOW NOA-
[lepXkKe naumeHTa O puckax 340pOBbi ero
POAHbIX B C/lyyae HenpenoCTaBAEHNS AaHHbIX
pe3ynbTaToB 06CAe0BaAHNS.
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Mpv cuTyaumm, B KOTOPOW NaUMEHT NPSIMO
3anpellaeT Bpayy pacckasbiBaTb O pe3yabra-
Tax ero TecTMpoBaHWs POACTBEHHMKAM, 3a-
KOHOAATeNbCTBO YUYMTbIBAET €ro noxenaHue
Kak MpevMyLLIeCTBEHHOE MpaBo, K TOMY e
npakTuueckas peanvsauma obxoaa ero npa-
Ba ¥ MOMbITKA Bpaya CBSA3aTbCH C ero poj-
CTBEHHMKAMW KpaliHe 3aTpyAHUTE/bHA.

Bo-nepBbix, Bpay MOXeT He WMEeTb KOH-
TaKTOB POACTBEHHMKA NaumeHTa. B peannax
Poccuiickor ®Depepaumm 310 dakTmyeckoe
06CTOATENCTBO. B Apyrux cTpaHax, rae
yXe Ha MpOTSKeHUM aecaTka NeT MpoBo-
aatcd pedopmbl No  unbpoBmM3aunm 3apa-
BOOXpaHeHMs (B 4aCTHOCTM, MpoBOAATCS
NONyNAUMOHHbIE TFeHeTnyYeckne unccaeaoBa-
Hug — B Wcnanawu, LaHuu), aocTyn meaun-
LIMHCKMX paBOTHUKOB K KOHTAKTHbIM AaHHbIM
TPeTbUX ANLL MOXET OblTb peann3oBaH ner-
ye, Tak Kak eAMHble INEeKTPOHHbIE CUCTEMbI
XpaHAT uUMdpoBble MEANUMHCKME KapTOukK
BCeX rpaxAaH CTpaHbl, BKAOYAS WX KOH-
TakTHble AaHHble. Tak, B A€ACTBUTENbHOCTU
POCCUICKOro 34paBOOXPaHEHMUS UaeN O TOM,
YTO Bpay AO/KEH CBA3aTbCs C POACTBEHHMU-
KaMW naumneHTa, NpoCcTo He peanmsyemsl, Tak
Kak HeT WHOpacTpyKTypbl M MnoTpebyeTcs
3aTpaTuTb CAMLIKOM MHOMO pecypcoB (Bpe-
MEHHbIX 1 KaAPOBbIX), UTOObI AEACTBUTENBHO
CBA3aTbCS C HUMU.

Bo-BTOpbIX, Bpay He MMeeT AOCTaTOUHbIX
OCHOBaHWI AN MOHMMAHWS, XO4YeT AN Cam
POACTBEHHWK €ro nauueHTa 3HaTb O puckax
€ro 30poBblo0 UM HeT. Tak Kak pOACTBEH-
HUK He ABASeTCS NauMeHTOM, OH cYMTaeTcs
«yC/IOBHO» 3[10pOBbIM 4enoBekoM. Hecmo-
Tps Ha MpVBEAEHHble Bbllle MCCNefoBaHus,
KOTOpble MOKa3blBaloT, UTo GOAbLIEE YWUCTO
OMPOLLEHHBIX NH0AEA XOTEAN Bbl y3HATL O pU-

CKax CBOETro 3/]0pOBbs, BCE XE YaCTb M3 HUX
He xoTesa Hbl y3HaBaTh 0 CBOEM 3a60/1eBaHN,
1 TaKoe MpaBo 3aKOHOAATE/NbHO Y HUX €CTb.
MpaBo He 3HaTb CBOErO AMarHo3a W CBOUX
PUCKOB pa3BUTUS 3ab60NEBAHNS Takxe npej-
YCMOTPEHO B [AENCTBYIOLLEM 3aKOHOAATE b
cTBe 6onblimnHcTBa cTpaH (Davies, 2020),
B TOM uucne u B Poccum: «MHbopmaums
0 COCTOSHWM 3[0POBbA HE MOXET BbiTh Mpe-
[OCTaB/eHa NalUMeHTy MpoTUB ero BOAW».
BblpasnTb CBOE XenaHue 06 3TOM camu nauu-
eHTbl MOTYT B NPOLLECCe NPeAOCTaBNEHNA UH-
GOPMUPOBAHHOMO COMIACKS UAU MPU N0HOM
APYTOM B3aWMOLENCTBAM C Jevallym Bpa-
4oM uaM uccnegosarenem. pu 3Tom Bpay
Npy 06HAPYXEHWM BbICOKOTO FeHETUYECKOro
pUCKa POACTBEHHMKOB €ro naumeHTa, Hame-
peBasCh COOBLWNTL eMy 06 3TOM, 3HAET (U He
MMEET BECKWX OCHOBaHWW AN TOro, uTob
clenaTb BbIBOA) O XENaAHUW WU HeXenaHum
POACTBEHHMKA €70 NALWEeHTa 3HATb 3TOT PUCK.

Ha pucyHKe npuBOAWTCS BO3MOXHOCTb
NOATOTOBKM  MHPOPMALMOHHOTO — MUCbMA
BpayoM B KayecTBE MOMOLWM WHOOPMUPO-
BaHMA POACTBEHHMKOB NaLWeHTa O pUckax
310poBbi0. [0 Hallemy MHeHWI0, NoApobHoe
0bcyXaeHne C naumeHToM PUCKOB 340po-
BbIO €ro0 POACTBEHHMUKOB U BO3MOXHOCTb WX
MUHUMW3AUMMA BBUIY PaHHENn AWarHoCTW-
KW COBMECTHO C TaKMM AOKYMEHTOM MOMW
Obl CYLLECTBEHHO Y/YUYLIWUTL CUTyaumio. Tpe-
60BaHME O KOHGUAEHLWANLHOCTW dAHHbBIX
11 BO3MOXHOCTW UX PaCcKpbITUS C COrnacus na-
LMeHTa B Takom ciyuae 6bi10 6bl COBMOAEHO,
NPy 3TOM Ha NPaKTVKe Bpay CMOT Obl peanu-
30BaTb PEKOMEHAALIMM MO NpeayNpeXAeHNIO
POACTBEHHWUKOB MaLMeHTa, 0Ka3as Momollb
CBOEMY MaLMEHTY B WHOOPMUPOBAHUN €0
BANZKMX.

2 MedeparpHblii 3akoH om 21.11.2011 2. No 323-D3 «O6 0cHo8ax 0xpaHbl 300posbd 2paxdat & Poccuiickoti Pedepayuu». Pexim

poctyna: http://www.kremlin.ru/acts/bank/34333
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3aknoueHme

3aKoHOAATENbCTBO paccmaTpuBaembix
ctpad (CWA, EC, BenwkobpuTaHun u Poc
CWM) OTpaXkaeT eAMHbI NOAX0A MO BOMPOCY
BO3MOXHOCTY Mepefayn pesynstaTtoB reHe-
TUYECKOr0 TECTMPOBAHMUA  POACTBEHHMKAM
naumneHTa. 3akoHbl NepefoBbiX LPUCANKLNA
3allMLIA0T B NEPBYO 0Uepeab npaBa camoro
naumneHTa 1 NpakTUYeckin He oTpaXarT UHTe-
pechl POACTBEHHMKOB MO NONYUYEHMIO AOCTYNa
K TEHETUYECKMM AaHHbIM. [1py 3TOM BCe pac-
CMaTpMBaeMble 3aKOHbl MpefycMaTpuBatoT
BO3MOXHOCTb OrpaHuyeHns KOHGUAEHLMAb-
HOCTW AAHHbIX MaLMeHTa B NyOANUHbIX UHTE-
pecax, HO He OTHOCAT K TakOBbIM MHTEPECH
POACTBEHHWKOB MaLlMeHTa.

Mo Haliemy MHeHWo, 3TO 06bAcHAeTCS
Tem, uTOo Hecob/oaeHne KOHGUAEHUMAb-
HOCTW [aHHbIX MalMeHTa MOXET Bbl3BaTb
HeJoBepWe K Bpauy M BCel cucTeme 34paBo-
OXpaHEHWs U He TONbKO HEe MPUHECET MOMb3bl
CemMbe MaLmeHTa, HO W MOXET HaHeCTn Bpes
OTHOLIEHMAM MalMeHTa M Bpaya (4To noTeH-
LMaNbHO CKaXKETCH Ha ero eUeHnm), a Takxe
NOBAWAET B HeraTMBHOM KJ/lOUe Ha B3auMo-
OTHOLIEHNS B CeMbe. VIHTepechl pPOACTBEH-
HWUKOB B OTHOLLIEHWM 3[10POBbs MO-MPEXHEMY
MOXHO MPUHMMATb BO BHMMaHWe, He CTaBs
noj yrposy AoBepue NauWeHToB, NyTem pac-
CMOTPEHWA aNbTEPHATUBHbBIX CLEHapueB, Ta-
KUX Kak MOoBblleHNE WHOOPMUPOBAHHOCTM
nalmneHTa 0 TOM, UTO pesynbTaThl ero TeCTUpo-
BaHWA MOTYT MPUHECTH NMONb3Y U €70 BAN3KNM
(van den Heuvel, Maeckelberghe, Ploem, &
Christiaans, 2021). Mpw Bceit BaXXHOCTU CO-
61104eHNS  KOHOUAEHUMANBHOCTN  HENb3s
npeymeHbllaTb MOTEHUMANbHYIO MpakTude-
CKYI0 BbITOAY ANS POACTBEHHMKOB B peaibHoM
XW3HM, a TakxKe A8 CUCTEMbI 3A4paBOOXpaHe-
HWA (MpY paHHEN AnarHOCTHKe pUckuK 3abone-
BaHMWA MOTYT OblTb CHUXEHbI, COOTBETCTBEHHO,

3aTparthl Ha AOPOrocToslLee NeYeHne cepbes-
HOro 3a60/1€BaHNS MOTYT BbITb YMEHbLLIEHbI).

BaxXHO moHMMaTh, YTO pelleHne Bompoca
NEeXWT B 061aCT HECKOAbKUX ANCUMMANH —
npaea v 3TuKKW. [pn 3TOM B HacTosllee Bpe-
M$ MPaBOBbIE N ITUYECKME aKTbl 3aKpenasoT
NPOTMBOMONOXHbIE MOAXOAbI, TEM CaMbIM 3a-
TPYAHASN NPUHATME PeLleHNs BPaUYOM.

[0 HaweMmy MHEeHMIO, MPUHATUE PackpbIT1S
reHeTUYeCckmx AaHHbIX POACTBEHHMKAM NaLM-
€HTa W 3aKOHOAATe/IbHOE 3aKpenieHne Tako-
r0 UCKMOUYEHUS MpexaeBPpeEMEHHO U He MO-
XET OblTb pean30BaHO eIMHOMOMEHTHO, Tak
Kak KOHOUAEHUMANbHOCTb — OCHOBOMONArato-
WWIA NpUHLMN 3apaBooxpaHeHmns. [pu aTom
Mbl BMAMM HEKOTOPYI TEHAEHUMIO MO nepe-
XO4y OT «MHAMBWUAYabHON KOHOUAEHUMANb-
HOCTU» K KOHOUAEHUNANBHOCTN «CEMENHOM.

Ha Halw B3rns4, N0rMyHO, YTO MMEHHO aKTbl
MSArKOro MpaBa MnoapobHee npeanuchiBakoT
NeCTBMS Bpaya Mo pekoMeHAauuu CBOUM
nauveHTam nepefaBaTb pe3ynbraTbl reHeTu-
Ueckoro TeCcTUpOBaHMS CBOWMM POACTBEHHM-
Kam. Takoi nmoaxoA (CyuwecTByloWnii Ha aene
B Poccum) He nmpoTMBOpeEUMT 3akoHOAATENb-
CTBY, B OTAMYME OT MOAXOA0B, NpeanaratoLLmx
npeanpuHUMaTh 6onee akTUBHbIE AENCTBMS,
M3N0XKEHHble B MPUBEAEHHbIX BblllE PEKo-
meHgaumgx B Javun n B BenmkobputaHuu
(Dheensa, Fenwick, Shkedi-Rafid, Crawford,
& Lucassen, 2016). Ipv 3TOM CTOUT OTMETUTb,
UTO He BCe KAMHMYeCKMe peKkomeHaaumn,
npuHATbIE B Poccnn no BeAeHMo naumeHToB
C TEeHETUYECKMMM 3a60NeBaHNAMM, CoaepxKaT
NONOXEHNA O CEMENHbIX puckax. Heobxoan-
MO 06paTUTb BHUMAHNE W Ha BCE reHETUYECKM
06YyCNOBNEHHbIE HO3010MUW, AOMNONHWUTL KAu-
HMYyeckre pekoMeHaaLUmMmn pasaeom 0 puckax
POACTBEHHMKOB U HEOBXOAMMOCTM PEKOMEH-
[10BaTb MM HauyaTb NpoduaakTnyeckoe TecTu-
poBaHMe (10 NPOSBAEHNS NEPBbIX MPU3HAKOB).
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Takxe Heobxoaumo yaennTb 0coboe BHW-
MaHue MHGOPMUPOBAHHOMY 106POBOILHOMY
cornacuto, KoTopoe MOAMUCHIBAET NalneHT
Npu 0bpalleHnn B MEAMLMHCKYIO OpraHm3a-
LLMIO, B YACTHOCTM 06PaTMTh BHUMAHME Ha Xe-
N1aTeNbHOCTb 3aMONHEHMS AaHHbIX O POACTBEH-
HUKaX, C KOTOPbIMW OH TOTOB MOAENNTHLCS
CBOVIMU MeAMLMHCKMMU AaHHbIMK. B HacTos-
Liee Bpems yTBEPXAeHHas dopma’® He cosep-
XUT B cebe pazfena o nnuax, KoTopbiM naum-
€HT paspeluaeT nepeiaBaTb CBOM AaHHbIE.

OTaenbHO xoTenoch 6bl 06paTUThL BHKMA-
HWEe Ha BO3MOXHOCTb [JOMONHEHWS PEKOMEH-
Jaunii  BO3MOXHOCTbIO Bpadya COCTaBAATh

1 nepejasatb MaLMEHTy NWCbMa C ONWUCAHU-
€M HOCMTE/NbCTBA FEHETUYECKMX BapuaHTOB
ANS fanbHeWwen nepenayn poACTBEHHUKAM
naumenTa. CocTaBieHue Takoro AOKyMeHTa
NO3BOAWT MaLMUEHTY KOPPEKTHO nepeaaTh MH-
dopmaLnio CBOUM BAUZKKM, MpK 3TOM paspa-
60TKa CTaHAAPTHbLIX HOPM UHPOPMUPOBAHUS
CHW3WT TPyA03aTpaThl Bpayei Ha 1x cocTaBe-
Hue. Takne GopMbl MOTYT BbITb PACCMOTPEHI
1 COTNACOBaHbl 1OKAbHbIMU 3TUYECKMMMU KO-
MUTETAMU MPU MEANLMHCKUX YUPEXAEHUAX
Q115 COOTBETCTBMA KOPPEKTHOCTU HOpMy/N-
POBOK C 3TWUUYECKON ToukM 3peHns (Beskow &
O’Rourke, 2015).
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