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POLLIO HEMAarO BPEMEHN C MOMEHTA OTKPbITUS FTEHETUYECKOTO KoAa U aKTUB-
HOro NPYMEHEHUS HOBEMLLUNX TEXHOMNOIMMIA B 00nacTn nccrnegoBaHns reHeTUKM
COBpPEMEHHON MeANUUHON. Mcnonb3oBaHne reHETUYECKUX TECTOB AS BbISAB-

NEHNSs NNL, C MOBbILLEHHBIM PUCKOM HacneacTBEHHbLIX 3aboneBaHnii NOPOAMIO 3TH-

Yeckue NpPOTUBOPEYMS B CBS3N C 00A3aHHOCTLIO Bpayven npeaynpexaaTs YreHoB ce-

MbW 00 VX reHETUYECKMX pUCKax. [LefCTBUTENbHO, Korda peyb MAET O NOTEHUManbHO

NpeaoTBpaTUMbIX UK U3MEYUMbIX HACNeACTBEHHbIX 3aboneBaHusaX, 3TO BaXXHO AN

nuu, KoTopble OyayT MHMOPMUMPOBaHbI O pesynbTaTe reHeTu4eckoro 3abonesaHus u,

cneaoBartenbHO, FreHETUYECKOrO pUCKa B OTHOLLEHUN CBOUX POACTBEHHMKOB. OgHako

npv onpegeneHHbIX 00CTOATENBCTBAX NALMEHT MOXKET 3aX0TETb CKPbITb 3TOT AMarHo3

OT CBOEro cynpyra, AeTen Unun Apyrmx KPOBHbIX POACTBEHHMKOB. B aTom cnyyae Bo3-

HUKaeT npobnema Toro, Kak AOMKHO AEeNCTBOBaThL NPaBo NaLMEHTOB HA COXpaHeHne

TalHbl Pe3ynbTaToB reHETUYECKOro NCCNEeA0BaHNS BO B3aMOAENCTBUM C NPaBOM

YIIEHOB CEMbM 3HATb 00 NX reHeTUYeCcKMx puckax. Ata npobrnema cToutT ocobeHHO

OCTPO 418 Bpademn.

" WccnepnoBaHne BbINOMHEHO Npu huHaHcoBoOW noaaepxke PO®U B pamkax Hay4HOro npoekTa
Ne 18-29-14002. © A. P. CaxunrapeeBa, 2020
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B nctopumn meguumHckoro npasa CoefaunHeHHbIx LLtatoB AMepukn umen MecTo ciy-
Yai npeabaBreHns 06BNMHEHUS 3@ XanaTHOCTb B OTKa3€ OT PacKpbITUS reHETUYECKON
MH(OPMALIMN POACTBEHHMKAM NaumeHTos?. Cygamu Gbina npusHaHa o6s3aHHOCTb
npeaynpexaeH1s YeHoB CeMbU O NOTEHLMANbLHON ONaCHOCTW HACNEACTBEHHbIX CUH-
APOMOB, 0GHapY>XeHHbIX MpKU NpoBeAeHUN 06crneaoBaHUs.

Tem He MeHee Bonpoc 06 0653aHHOCTM NpeaynpexaeHns pOACTBEHHMKA NaumeHTa
CTaBMWT Bpaya B HeonpeaeneHHy cutyaumto. C 0gHOM CTOPOHbI, 3TO ero 3Tu4ecKkoe
00653aTenbCTBO. Bpaun AomkHbI ONPeAenUTLCA: COXpaHUTb NN KOHPUAEHUNANBHOCTb
M NPUBATHOCTb MHpOpMAaLIMM NALMEHTOB MU COOOLLMTL POACTBEHHMKAM Y TEM CaMbIM
npeaoTBpaTUTb HAacTyNneHne BO3MOXHOro Bpeaa. CBa3aHHasa ¢ 9TUM gunemma 3a-
KIno4aeTcsi B TOM, YTO 00A3aHHOCTb Bpayven nocTynaTb BoO 6raro gpyrux MoXeT 6biTb
nepeoLeHeHa 1, Taknm obpasom, HapyLLeHbl BpadebHasi TalHa, NpaBo Ha OXpaHy
YACTHOW XXM3HM 1 3aLUMUTy NpaB NauueHTa.

HauvHas c knatebl Munnokpata, Bpayun 6binv nsHavanbHO cBa3aHbl 0083aHHOCThLIO
3alMLLATh YaCTHYHO XN3Hb CBOMX MaLMeHTOB. OTa 06893aHHOCTb OCHOBbLIBAETCS Ha
WMHAMBUAYanNbHOW aBTOHOMMUU, YBAXEHUN KOH(UAEHUNANBHOCTM, NOMb3bl ANA UHOU-
BMaa v obuecTtBa. B pekomeHaaumax, nsgaHHbix npodeccnoHanbHbIMNU 1 rocygap-
CTBEHHbIMUN yupexaeHnsiMm B obrnactn MeauumHbl, 0cobyto porb OTBOAAT 3TUHECKUM
npvHUMnNam, nogvyepkmnBaeTcs pyHaaMmeHTanbHas LeHHOCTb KOH(UAEHLMANbHOCTY
ONns naumeHTa.

HaHHasa aTuveckas 0683aHHOCTb NpeBpaTUach B OPUANYECKYH 06A3aHHOCTb;
BO MHOMMX CTpaHax MPUHSAT 3aKOH O 3alUUTe KOHPUAEHUMANbHOCTU NEePCOHaNbHbIX
AaHHbIX U (MNn) MeguumHCKon uHdopmMauun. MNpaeaa, ecTb HEKOTOPbLIE UCKITHYEHMS:
ABcTpus, N3paunb, CoeamHerHble LWTatsl Amepuku, OaHus, npoBuHLmA MaHuTtoba
B KaHage, Wsenuapus, Poccusa He cogepkat B 3aKOHOLATENbCTBE HOPM, KacaroLLMXCs
KOHKPETHO 3aLUUThI NINYHbIX FEHETUYECKMX AaHHbIX. [T03TOMY BO3HMKAET paLMOoHanb-
HbI BOMPOC: MOXET N 0bLLee 3akoHOAATENBLCTBO O 3aLUUTe AaHHbIX OblTb MPUMEHMMO
K 3alumMTe KOHPUAEHUNANBHOCTU rEHETUYECKON nHdopMaunn.

HecmoTps Ha To, 4YTO 3akoHoAaTENbHO Npe3toMupyeTcsa BpadyebHas TanHa, faH-
HbIV NPUHUMN HUKOrAa He Obin abComTHLIM, Ja)e B OTHOLLEHMSX Bpada U nauueHTa.
Tak, HanpumMep, Bpaum MOryT packpbiBaTb MHPOPMALMIO TPETbUM NULAM, Koraa 3To
CaHKLMOHMPOBAHO CaMUM NauneHToM. Takke 3aKoH MOXET npeanucbiBaTb Bpadam
packpbiBaTb MEAULIMHCKYIO MHGOPMaLMIO NaumMeHToB 6e3 ux cornacusi 4ns UCNornb-
30BaHuUs B cyaebHoM pa3bupartenbCcTBe unm B Criydasx MHPEKUMOHHBbIX 3aboneBaHuni,
XKeCTOoKOoro obpatleHns ¢ 4eTbMn, 6bITOBOro HaCKUnIuUs, YCNOBUIA OMACHOCTU, Yrpo3bl
©6e3onacHocTu obLiecTBa.

Ewe ogHa cnoxHOCTb B 0653aHHOCTM NpeaynpexaeHns poacTBEHHUKOB CBA3aHa
C TEM, YTO HEKOTOPbIE YNIEHLI CEMbMW, BO3MOXXHO, HE NoxenatoT bbiTb MHOpMUMpPOBaH-
HbIMW O CBOUX rEHETUYECKNX 3aborneBaHNsIX U BO3SMOXHbIX pycKkax. ATUYECKUIA NPUH-
LuN «He HaBpeauTby NpeaycMaTpuBaEeT, YTO creayeT BO3AEePXKNBaTLCS OT OEUCTBUN,
KOTOpble NpuBeayT K NnadeBHoMy ncxogy. CornacHo aTomy NPUHLUMY, peLueHne H-
dopMMpoBaTh YNEHOB CEMbM 06 MX FTEHETUYECKUX PUCKAX LOIMKHO ObiTb B3BELUEHHbLIM.

2 Pate v. Threlkel. 661 So. 2d 278 (Fla. 1995) ; Safer v. Estate of Pack, 677 A.2d (N. J. Super.
Ct. App’ Div. 1996) ; Molloy v. Meier. 679 NW.2d 711 (Minn. 2004).
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Mo HekoTopbIM AaHHbIM (Merz et al.)?, koHTpornb MHdopMaLum o cebe — 3T0 yH-
JaMeHTanbHOoe BOMSOLLEHME NMPUBATHOCTU, @ KOH(PUAEHUNANBHOCTL — 3TO OCHOBA
[0BEPUTENIbHOIO OTHOLLEHUSA MeXaY BpavyoM 1 nauueHToM. Y, BO3MOXHO, 3HaYUTENb-
HO€ YMCOo Noaen He 3axoTAT OblTb OCBEAOMIIEHHBIMY O pe3ynbratax reHeTUYecKnX
nccnegoBaHuin.

[Opyrve yyeHble pacxogaTcs BO MHEHUSAX yTBepXaas, YTO BO3NOXeHe 0653aHHOCTH
npeaynpexaarb POACTBEHHWKOB MaLyeHTa Hepa3yMHO, NMOCKONbKY MaLMeHT HaMepeH-
HO He «co3aan» reHeTMYeCcKoro pyucka 1 Bpega ans ceovx 6nmsknx. NiemmeHc n OcTuH
0OBSACHSIIOT, UTO 3TO «MPEACYLLECTBYIOLLMA» PUCK?, KOTOPbLIA BHE3ANHO UAEHTUDULIM-
pyeTcsa bnarogaps BHOBb NPUOOPETEHHBIM 3HAHWUSIM O FTeHETUYECKON MHGOPMaLIUN.
Bonee ToOro, 3a pegknm ncknoydeHnemM, 6eccMMnToMHbIE reHeTU4eckne 3aboneBaHus
He coaep»aT NepcnekTuBy HEMMHYEMOro Bpeaa, B TO BPEMSI Kak TedeHue nHdekum-
OHHOro 3aboneBaHNs NPOSBMSAET OTHOCUTENbHY OOHOPOAHOCTL UM NPEACKa3yeMOCTb;
reHeTu4eckme ycrnosus, 60MNbLUMHCTBO U3 KOTOPbIX ABMAKTCA MHOTOaKTOPHbLIMMU,
OTNMNYaTCS CYLLECTBEHHON M3MEHYMBOCTbLIO, @ 0BpEeMEHEHME rEeHETUYECKOro Npo-
rHO3a — 3HAYUTENbHON HeonpeaerneHHOCTbIO. [Ipyron aprymMeHT 3aknoyaeTcs B TOM,
YTO Bpay He MOXET YyTBepXKAaTb C aOCONTHON TOYHOCTBIO O KIMHUYECKON KapTUHE
naumeHTa, NorHoTE 1 JOCTOBEPHOCTM MHAPOPMALUN O CEMENHOM aHaMHe3e naLumeHTa
N OUHAMUKE MEXIMYHOCTHbLIX OTHOLLEHWUIA.

B HekoTOpbIX cnyyasix npegocTaBreHne reHeTnyeckon nHopmauun YreHam ce-
MbMW MOXET NpuHecTu GornbLue Bpeaa, YeM nornb3bl. TeM HE MEHEE CYLLECTBYET ToYKa
3peHnst 0 TOM, YTO MOXeET OblTb 4ONYCTUMO HapyLleHne BpayebHOM TariHbl C Lenbio
3alWunTbl CEMbU NauueHTa OT Cepbe3HOro Bpeaa. Takon Nnoaxo[ OCHOBLIBAETCHA Ha
TOM, YTO NaLMEHT MMEET MOpasbHbIA AONT 3a00TUTLCSA O YNeHax CBOEW CEMbM; Koraa
e 9Ta 0653aHHOCTb He BbIMOMHAETCS, Bpay MOXET HapyLUNTb KOH(UAEHUMANbHOCTb
1 NpeaynpeanTb HaXOASALWMXCS B 30HE pUCKa POLACTBEHHUKOB®.

BrnonHe oxumgaemo, 4To Bpayn ByayT cTpeMuTbesa Aenatb 4o6po Anst cBOUX nauu-
€HTOB, 3TO U ABNSAETCHA CYLLUHOCTHbIM MPOSIBNIEHNEM NPUHLMNE MUNOCEPAMS.

OOHUM 13 HeJaBHUX CNOPOB 00 MHPOPMUPOBAHMM NALMEHTOB ABMNSAETCA OENO0
ABC — poyepu naumneHTa, nogaBLUen UCK NPOTMB Bpayen oTua 3a TO, YTO OHU He
npegynpeanny ee o ero reHeTn4eckom 3abonesaHnm — 6onesHm XaHTuHrroHa (ABC
v. St George’s NHS Trust (and other NHS defendants)). MyxunHa (oTew uctumupl) Obin
OCYX[EH 3a HenpeayMbILLNEHHOe YOUCTBO KeHbI U B CBA3W C OrpaHUYEHHON BMEHSI-
€MOCTbIO cogepxancs noa HabntogeHvem B 6onbHuUe (pasg. 37, 41 3akoHa o ncuxu-
yeckom 3goposbe 1983 r.). MeguumHckne paboTHUKM, NpUCMaTPMBaBLLME 33 OTLIOM,
npocunun cornacusi CoobLNTL O ero gnarHo3e Ao4epu, HO OH OTKasarcsl, onacascb,
4YTO Aoub, Oyay4um 6epemeHHON B TOT nepuoa, caenaet abopt. B matepmanax no geny
Oo4b yTBEpPXKAana, YTo en crnefosano 6bl COOBLMTL O HACNEACTBEHHOM COCTOSHUM ee

3 Merz J.F., Cho M.K., Sankar P. Familial disclosure in defiance of non-consent // Am J Hum
Genet. 1998. 63: 898—900.

4 Lemmens T., Austin L. Of volume, Depth and Speed: The Challenges of Genetic Information.
Ottawa : The Canadian Biotechnology Advisory committee, 2001.

5 Leung W.C., Mariman E.C.M., Wouden J.C. van der, Amerongen Hvan, Weijer C. Ethical
debate: Results of genetic testing: when confidentiality conflicts with a duty to warn relatives //
B Med J 2000. 321: 1464—1466.
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oTua, 4Tobbl OHa MOrna 0Co3HaBaTb CBOM COBCTBEHHbIN PUCK U PUCK CBOETO ByayLlero
pebeHka. Ecnn 6bl ee MHGOPMMpPOBanNK, kak OHa YTBEPXKAAET, TO OHa npeanoyna Obl
npepBaTb 6epeMeHHOCTb.

Ha mMomeHT nogaym uck He 6bin NPUHAT K Npon3BoAcTBY BeicokuMm cynom JloHao-
Ha C MOTMBMPOBKOW 06 OTCYTCTBMM pa3yMHbIX OCHOBaHWI aAng ncka (2015. EWHC
1394 (QB)). CyTb gena 3aknoyanack B BONpoce O TOM, CYLLECTBYET N 0053aHHOCTb
3a60TUTbCA O TPETbUX NULAX, @ He B BOMPOCE O TOM, YTO Bpauu 06si3aHbl JOBEPSATH
OTLLY, MOCKONbKY OHY He HapyLuanu ero gosepus. OgHaKo, y4nTbIBas, YTO KIMHULUCTbI
YCOMHUIUCb B MyAPOCTU €ro PeLUEHUS, Mbl MOXEM NPeanonoXnTb, Y4To, ecnu bbl He
BO3HVK BONPOC O KOHOUAEHLMANBHOCTU, A0YEPU COOOLMMIM Bbl O €€ reHETUYECKOM
pucke, TeM camblM 13bexaB aToro cynebHoro pasduparenscTsa. AnennsauMOHHbIN Cya,
JloHgoHa He cornacwuncsa ¢ Beicokum cygom v npuwien K BbIBOAY, YTO BOMPOC O TOM,
ABMSAETCHA N CnpaBeanvBbIM U pa3yMHbIM BO3IOXeHMEe 0053aHHOCTM NPOSBNATL 3a-
00Ty 0 pacKpbITUN MHPOPMALIUN O FEHETUYECKOM PUCKE Ha POACTBEHHUKOB NaLMeHTa
B CBSA3M C nNpenonaraembiMu paktamu, SBAsieTCA CrIOPHbIM.

[encTBuTensHoO, HECMOTPS Ha TO, YTO AENO KacaeTcs 3asiBNeHNs O NpekpaLleHnn
Npoun3BOACTBA MO Aeny, y4eHble-npasoBeabl [Mnbap u ®octep yTBEPXAatoT, YTO Aeno,
ckopee Bcero, byaeT paccMaTpmBaTbCHa HE NPOCTO Kak 3asABieHME O TOM, YTO 3aKOH
MOXET SABNATLCA B JAHHOM Criy4ae CrnopHbIM, a O TOM, YTO ecTb 3akoH (Gilbar and
Foster, 2018). CneumanucTbl-reHeTVKN YacTo NpunaralT HeAKXNHHbIE YCUMKS, YTO-
Obl «y06eanTb» NauneHToB packpbiBaTb MHOPMAaLMIO POACTBEHHUKAM U KYKPENUTb
npodeccnoHanbHOe MHEHME O TOM, YTO PackpbITUe MHOPMaLUN ENCTBUTENBHO
BaxHo» (Clarke et al., 2005).

OpHako 0gHO uccregoBaHWe nokasarno, YTo, XOTsi Kakoe-TO BpeMsl 3Ha4YUTENbHOe
MEHbLLMHCTBO CEPLE3HO paccMaTpuBano BONpoc UHAPOPMUPOBAHUS POACTBEHHMKOB
©e3 cornacus, TONbKO OO4UH FEHETUK U OOUH KOHCYNBTAHT coobLWmnmM 06 3TOM; KOH-
duaeHUManbHOCTb NauneHTa 1 lopuandeckasi OTBETCTBEHHOCTb KNMHMLMCTa Obinu
OCHOBHbIMM NpuynHamu HepackpblTus (Clarke et al., 2005).

BkntoveHve reHeTn4ecKkoro u reHOMHOro TECTUPOBAHNS U3 KIMHUYECKON FreHETUKU
B ApYyrve KNnHUYeckue cneumanbHOCTH (eXerogHblin oT4eT MaBHOro MeguLUmMHCKOro
coTpyaHuka, 2017) nogHANo BONPOC O UMEKOLLENCS AUNeMME, C KOTOPOW NPUXOAUTCS
UMETb AenOo KNUHMUMCTam npu paboTte ¢ nauneHTOM, KOTOPbI OTKa3biBaeTCcs nepe-
AaBaTb poACTBEHHUKAM BaXHYIO AN nepegadu (no MHEHWIO OKTopa) MHpopmaLmio.

HepnaBHue nccnenoBaHus nokasanu, YTo OCO3HaHMe MegULMHCKUMU paboTHUKamMu
MOparnbHON OTBETCTBEHHOCTU 3HAUUTENBHO NpeBanupyeT Hag topugndeckon (Dheensa
et al., 2016 (b)). Tak, 3HauUMTENBLHOE YNCNO MeacecTep, paboTaloLLMX BHE FEHETUHECKOM
cdepbl AEATENBHOCTU, CYATAIOT, YTO OHW AOSBKHbI «MPUHATH Mepbl ANA MHpopMUpo-
BaHWA» POACTBEHHUKOB, €CMU NaLMEHT OTKa3blBaeTCA CAenaTh 3TO B CyyYae Hannyms
cuHopoma MapTtuHa — Benna (cuHgpoma nomkown X-xpomocombl) — 17,8 %, paka
Morno4dHom xenesbl — 30,1 % 1 6onesHn XaHTuHrtoHa® — 24,7 %. OgHako no Kax-

5 BonesHb XaHTUHITOHA BbI3BaHa MyTaHTHLIM FEHOM, YHacneoBaHHbIM OT POAMTENS, CUMMNTOMbI
KOTOPOro — CrnoTbIkaHne, OenPeccust N HENPOU3BOSIbHOE NOAEPrMBaHNE KOHEYHOCTEN — MNOSIB-
natotes B Bogpacte ot 30 oo 50 net. CmepTb HacTynaeT B TedyeHne 15—20 net. HeT Hukakoro
nekapctsa. NMauuneHTbl Takke nmetoT 50 %-Hbln WaHC nepeaaTb 3TO COCTOSAHME KaXaoMy U3
CBOMX OeTen.
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OOoMy BUAY M3 NepeyvmcreHHbix 3abonesaHun npumepHo 85 % pecnoHOEeHTOB Takke
COrnacunmcb ¢ TeM, YTO OHU JOIMKHbI CObMNaaTh KOHPUAEHLMANBHOCTb.

Takvm 06pasom, Mbl BUAUM, YTO MEANLIMHCKUM paboTHMKaM MNo-npexHeMy TpyaHo
peann3oBaTb CBOE YyBCTBO MOparibHOW OTBETCTBEHHOCTM U TaM, I4e OHW He BOCMpU-
HVMMaIOT NOAKPENIEHNEe COOTBETCTBYOLLIEN FOPUONYECKON OTBETCTBEHHOCTM U, YTO eLue
6ornee BaxHO, 1 TaMm, r4e OHU BUAAT CBSI3b C HOPUAMNYECKOW OTBETCTBEHHOCTBIO, KOTOpas
TpebyeT OT HMX He packpbIBaTb MHOpMaumio. ECTb HekOTopble CBMAETENLCTBA TOrO,
YTO pacxoXAeHus Mexay B3rnsgamu Ha MoparnbHY U IOPUANYECKYHO OTBETCTBEH-
HOCTb MOTYT BbITb HE CTOMb LUMPOKMMU B KOHTEKCTE KITMHUYECKOWN reHeTUKN, rae pac-
TET Nogaepkka no3unumm o ToM, YTO packpbiTe MHOPMaLMK B Crlydae reHeTUYECKNX
3aboneBaHuii JOMKHO BLIMNOMHATLCA Mo ymonyanuto (Parker and Lucassen, 2004).

OpHako To, YTO KITMHULUCT He coobLwmn godepu o pucke 3aboneBaHusi, roBOpUT
0 TOM, YTO KINMHULMCTaM ApYrMX cneunanbHOCTeN AeNCTBUTENBHO TPYAHO pPackpbiBaTb
reHeTU4eCKyro MHPOPMAaLIMIO NPOTMB BONW NauUeHTa, AaXe eCcrin 3T0 NPOTUBOPEYNT
nx npocheccrMoHanbHOMY B3rnsiay Ha TO, YTO NPaBUITLHO.

28 dpespans 2020 r. 6bino onybnukosaHo pelieHue no geny (ABC v. St George’s
NHS Trust (and other NHS defendants). 3To pelueHve BnepBble ycTaHaBNMBaEeT B 3a-
KoHogaTenbcTBe BenukobputaHum, 4To MeauLUHCKME pabOTHUKM HECYT HOPUONYECKYHO,
a He TonbKko NpodeccrnoHanbHyo 06s3aHHOCTL cobntogaTh Npasa U MHTEPECHI ML,
NOABEPXKEHHBIX PUCKY, TaKMX KaK reHEeTUYECKUIA POACTBEHHUK, C UHTEpecamu NauneHTa,
KOTOpbIV He Jan cornacue Ha pasrnalleHne kKoHuaeHuManbHoM nHdgopmauum. 1o
06HOBMMO NPaBOBYHO MNO3MLNIO, YTOObI NPMBECTU €€ B COOTBETCTBUE C YCTOABLUMMUCS
npoceccuoHanbHbIMU pekoMeHgaunsMmn 1 obecnevmTb AOCTaTOMHOE YBaXXeHne npas
N MHTEPEeCcOoB ApYrnx NoAen, a Takke naumneHTa.

OpHako, XoTs peLleHne No JaHHOMY Aeny ABNSeTCs NepBbiM B 3aKOHOA4ATENbCTBE
BenukobpuTaHum, n3 aToro He crneayeT opuanydeckon oba3aHHOCTY NpecnefoBaTh BCex
POLCTBEHHWKOB, e Obl OHU HYM HAXOAMIUCH, a TaKKe He ABNAeTCst 0653aTenbLCTBOM
UNun NpurnaweHnemM packpbiBaTb nHdopmaumio 6e3 cornacus. 1o NpocTo obsi3aH-
HOCTb paccMaTpMBaTh PacKpbITUE B OrPaHNYEHHbIX OBCTOSATENLCTBAX, OCHOBbLIBAACh
Ha CyLLEeCTBYHOLLEN Hauny4Llen NpakTMke U pyKOBOOSALLMX yYKa3aHUSX.

BaxxHO OTMETUTb, YTO topuanyeckas 0683aHHOCTb NPUMEHSAETCS TOMbKO B TEX
cny4asix, Korga CyLLecTBYeT TeCHas «Onu3ocTby Mexay crneumanuctaMmy 3gpaBooX-
paHeHus 1 YneHamu ceMbu, Nogsepraowmnmmcs pucky. B atom cnyvae ABC 6bina ns-
BECTHa NcuxmaTpuyeckor KomaHae, Tak kak oHa Oblna naLMeHToM CEMEVHON Tepanum
Ny MeanLMHCKMX paboTHMKOB Obln cnocob pacKpbITb en MHopmaumio, ecnv 6bl OHK
3axotenu. CneumanncTbl e No reHeTUke HUKoraa He BCTpeyanuchb ¢ oTuom unu ABC
N, XOTS C HAMU KOHCYNBTUPOBANMUCH MO Aeny U OHY Oblnn 03HAKOMIEHbI C 06CTOATENb-
CTBaMWU 3asiBUTENS, MEXAY HUMU U 3asiBUTENEM CyLLeCTBOBaNa He4OCTaTOMHO TecHas
CB3b, YTOObI BO3HMKNA opugnyeckast 06a3aHHOCTb.

B KOHTEKCTe CeMenHOro packpbITUS reHeTUYeCKon MHpopmMaumm corrnacue sBns-
€TCs €AVNHCTBEHHbIM IOPUANYECKMM OCHOBAHMEM ANst OTMEHbl 06513aHHOCTY XpaHUTb
TanHy. lNpodeccrnoHanbHoe pekomMmeHgaumm npegycmaTpuBatoT, YTO KINUHULNCTbI
MMEIT NpaBo Mo CBOEMY YCMOTPEHUIO pacKkpbiBaTb MHOPMALUIO, HO B PEKOMEH-
Jaumnsix YeTKO He cPOpPMYNMPOBAHO, YTO ABMNAETCH NPaBOBOM OCHOBOW A4S OTMe-
Hbl 06593aHHOCTM LOBEPUSA MPU OCYLLECTBIIEHUMN 3TOro NpaBa. 3aMHTEPECOBaHHOCTb
POACTBEHHMKA B NONyYeHUn MHopMaLmMu cama no cebe He ABMSETCH PUANYECKUM
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OCHOBaHVEeM A8 0TKa3a OT 00513aHHOCTU XpPaHUTb TalHy. Takum o6pa3oM, 3aKOH He
npegycMaTpuBaeT NOAOEPXKKN PACKPbITUA MHOPMAaLMK B OTCYTCTBUE cornacus. He-
CMOTPS Ha 3TO, NPodeccMoHarbHble peKOMeHAaLUy NPU3HatoT, YTo 06s3aHHOCTb Noa-
AepXnBaTb JoBepUe He siBNSeTCA abComnMTHOM 1 Y4TO «MOXET BblTb OnpaBAaHo Hapy-
LLUeHNe JoBepus, KOraa HenpuaTe Bpeaa oT packpbiTUs MHPOPMALIMK CyLLIECTBEHHO
nepeseLwnBaeT TpeboBaHMe nauneHTa o koHduaeHumansHocTuy (Royal College of
Physicians, Royal College of Pathologists and the British Society of Human Genetics,
2006; GMC, 2017; Nuffield Council on Bioethics, 2015). OTcyTcTBUE topuanyeckomn
NnoaaepKKM CyLLECTBYHOLLEMY NOPSAAKY NPOeCcCMoHanNbHOro yCMOTPEHNS 3aTpyaHSET
€ro OCyLLEeCTBIEHNE Kak TakoBoe.

Be3ycnoBHoO, AOCTUXEHNS B 0ONacT COBPEMEHHOW MeANLIMHbI MPUBEAYT K yBENu-
YEeHUIo Yncna naen, OCBEAOMITEHHBIX O HANMMYMKU Y HUX TEX UMW UHbIX FTEHETUYECKUX
3aboneBaHuii, 0 BEPOSTHOCTM HACNeACTBEHHOW nepeAayn 3abonesaHuns dyayLumm
nokoneHusaM. [JaHHbIN aKT, BHE BCAKOrO COMHEHWS, MPUBOANT HE TOSbKO K BOMPOCY
NpPaBOBOro PerynMpoBaHus packpbiTUSt MHAOPMALIMK, HO U K MPU3HAHMIO HOBbIX COLU-
anbHbIX 0683aHHOCTEN B cdhepe 34paBOOXPaHEHMS, coLmanbHbIM U3MEHEHNSM B BO-
npocax OTKPbITOCTM K 0OMEHY MeaULMHCKOM MHbopmaLMen B CeMbsiX.

Ha ocHoBaHuu npoBegeHHOro aHanunsa npobnem, BO3HMKALLMX B CBA3U C UC-
Nnorb30BaHWEM pPe3ynbTaToB reHETUYECKOW MHAOPMaLMKM O NauneHTe, MOXHO NPUNTH
K BbIBOAY O HEOOXOAMMOCTM COBEPLUEHCTBOBaHMS 3aKOHO4ATENbCTBA B 3TOW cdepe,
B TOM YMCIE NPUHSTUSA CneLmnanbHOro 3akoHa O rocygapCTBEHHOM perynmpoBaHum
npoueaypbl PacKkpbITUSA pe3ynbTaToB reHeTUYeckMx 06crneaoBaHnin B LIENsSX Hegony-
LLIeHNs MPUYUHEHNS Bpeaa Kak MHPOPMMPOBaHMEM, TaK 1 HECOOOLLIeHeM nHdopma-
UM poacTBEHHUKAM NauneHTa.
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