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B cmamve paccmampusaromces 08a uoa neonpeodenreHHocmu (0ecKpunmus-
HAs U HOPMAMUBHAS) U IPpekmbl UxX 83AUMOHANIONCEHUS 8 2EHOMHOU MeOUuyuHe.
Heckpunmusnas neonpeodeieHHOCHb Moxcem OblmMb YCMPAHeHa 3d cuem Noayde-
HUsL HOBOU UHGDOPpMAYUU O HEKOMOPOM NOJONCEHUU Oell, HOPMAMUBHAS Jice He
Modcem Obimb pedyyupo8arHa makum 00pa3om, OHA CEA3AHA C MeM, Ymo Oeli-
CMBYIOWULL A2eHM He MOJCEeMm OCYWeCmBUmb 8blO0pP Cpeou NPOMUBOPEHAUSUX YeH-
HOCMHbBIX OCHOBAHULL C80e20 Oelicmaus. B pamkax eenomnou meouyuHsl ucmouuu-
KamMu OeCKpURMUBHOU HeonpeodeleHHOCMU AGIAI0MCs: d) YCMPaHumoe HegeoeHue,
He3HaHue Kakux-imubo acnekmos mMeOuyuHckou nayku;, D) neeedenue, svlzsannoe
omcymcmeuem O00CMAmMoO4HO MOUYHBIX CNOCOD08 Y3HAMb UMU PACNO3HAMb NOJO-
Jrcenue dell (Hanpumep, HAIUYUEM KPUMUYECKU BANCHBIX NOZpeuHocmeli cpeocma
OUAcHOCMUKU); C) cmoxacmuyeckull xapakmep npoyecca, 0 Oyoyujem medeHuu
KOMopo2o HeoOX00umo 6viHecmu cyxcoeHue. Hopmamuenas neonpedenenHnocmo
Yacmo GO3HUKAEMm 8 pAMKAX KOMMYHUKAYUU, CEA3AHHOU C O0eCKpUNMUGHOU He-
onpedenennocmoio. Kongnuxmyrowumu yeHHOCMHubIMU OCHOBAHUAMU MOV Bbl-
CMynamo «3MuKa 6vl00pay U «IMuKa 3a00mvl», OMMAIKUBAACH OM KOMOPHIX
8Pay ModHcem CoOOWUMsb Ul He COOOWUMb NAyueHmy UH@GOPMAyuI0 0 HesACHbIX
cmeneHsax MeOuyUHCKo20 pUucKd.

Hopmamusnas neonpedeieHHOCMb He Modcem 0blmb MUHUMUSUPOBAHA 3d
cuem NOAYYeHUs HOB0U ¢haxmuyeckol un@opmayuu, 0ecKpunmueHas Heonpeoe-
JIeHHOCMb MAKdce He Moxcem Oblmb co8cemM YCMPAaHeHa U3 MeOUYUHCKUX NpaK-
mux. Bpau u nayuenm umerom 603M0OACHOCMb COBMECMHO «CNPABUMBCAY», «COBIA-
oamvy» ¢ 0060UMU BUOAMU HEONPEOeleHHOCMU Yepe3 obpaujenue K dmuKe Heonpe-
oenennocmu. OCHOBHBLIMU ee YEHHOCMHbIMU OPUEHMUPAMU CILyHCAm YCmouyu-
80CMb, O1A2ONONYYUe, ABMOHOMUSL U COTUOAPHOCTND.

Knouesvie cnosa: smuxka HeonpedenenHocmu, MeOUKO-2eHemu4ecKkoe KoH-
CYIbMUPOBAHUE;, KOMMYHUKAYUS; ABMOHOMUSL NAYUEHMA, CMBICTT O0NHCEHCMBOBA-
HUs
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Normative and Descriptive Uncertainty in Genomic Medicine

S. Yu. Shevchenko
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We discuss two types of uncertainty (descriptive and normative) and the ef-
fects of their overlap in genomic medicine. Descriptive uncertainty can be reduced
by obtaining new information about a certain state of affairs. Normative uncertain-
ty cannot be reduced so as it appears due to the fact that the current agent cannot
choose among conflicting ethical grounds of action. In the framework of genomic
medicine, the following sources of descriptive uncertainty can be mentioned:
a) avoidable ignorance, ignorance of any aspects of medical science; b) ignorance
caused by the lack of sufficiently accurate ways to know or recognize the state of
affairs (for example, the presence of critical diagnostic errors); ¢) stochastic na-
ture of the predicted process. Normative uncertainty often arises in the context of
communication related to descriptive uncertainty. The conflicting ethical grounds
of action are ‘ethics of choice’ and ‘ethics of care’. Relying on these principles a
doctor can inform or not inform the patient about unclear degrees of medical risk.

While normative uncertainty cannot be minimized by obtaining new factual
information, descriptive uncertainty also cannot be completely eliminated from
medical practices. A doctor and patient have an opportunity to jointly ‘cope’ with
both types of uncertainty through an appeal to the ethics of uncertainty. Its main
values are resilience, welfare, autonomy and solidarity.

Keywords: ethics of uncertainty; genetic counseling; communication; pa-
tient autonomy; meaning of ‘ought’

BBEJI[EHUE

Bpay u manueHT nmocTostHHO UMEIOT JEJI0O C HEeOoIpeaeeHHOCThI0. O0onmu,
KaK MpaBUJIO, OHA BOCIIPUHUMAETCS KaK HEYTO HexenaTenbHoe. B riazax obomx
OHa MOJKET OBITh CBSI3aHA C YEM-TO HEMPUEMIIEMBIM: HEIOCTATOYHBIMU 3HAHUSIMU
Bpaya, IJI10X0 IIPOBEICHHON JUArHOCTUKOM, HEUCIIOJIHEHUEM CO CTOPOHBI MAl[MEH-
Ta TaHHBIX €My pekoMeHaanui. Cleyromuii mar B aHaIu3€ UCTOYHUKOB HEOMpe-
JEIEHHOCTH YK€ HE TpernojiaraeT OBICTPHIX MOpPAJIBHBIX OIICHOK: OH CBSI3aH C
IIPU3HAHUEM HEPEAYLUPYEMOU CIIOKHOCTH YEJIOBEYECKOIrO0 OpraHU3Ma BKYIIE C
HEBBIYHMCIMMBIM pa3HOOOpa3nueM ero peakuuii Ha (pakTopbl BHewHen cpenbl. Ho u
B 9TOM CJIy4ae HEONpPEIEICHHOCTh 3a4acTyl0 3aTYyIIEBbIBACTCS U B HAYUHBIX pabo-
Tax, ¥ BO BpeMs BpaueOHoro npuema. OHAKO B MOCIEAHUE HECKOJIBKO JIET TeMa
HEOMNPEJEICeHHOCTH B MEIUIMHE MOJHUMAETCA BCE yalle B MpodecCHOHATbHBIX
U3JIaHUSIX JIJIS1 Bpaueld — OCOOEHHO YacTO B CBS3HM C Pa3BUTHUEM COBPEMEHHBIX MO-
JEKYJISIPHO-OMOIOTUYECKUX MPETUKTUBHBIX TEXHOJIOTUH, OOJbIlIas 4YacTh U3 KOTO-
PBIX OTHOCUTCS K cpepe Fr€HOMHON METUILIUHBI.

B macrosmel cratbe MBI B CKaToi (hopme paccMoTpuM (prtocodckmii ac-
IIEKT COOTHOILIECHUS JECKPUIITUBHOW M HOPMATUBHOW HEOIPEIEICHHOCTEU, IPO-
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CIIEZINM, KaKUM 00pa3oM OHM aKTYaJU3UPYIOTCA B MEIULMHCKON MpPaKTHKE U Ka-
KHE CPEACTBA JUIsl MX MPEOAOIEHUS MPEMIAratoTCs C PEryIATOPHOU U METO0JIO-
rU4ecKoil mo3uiuil. 3areM Mbl 0003HA4YMM, Kak 3TU (OpPMbI HEONPEIEIeHHOCTH
(0OBIMHO paccMmaTpHUBaeMble B Pa3HbIX JMCKYpCax) MEpPECEKarTcs B paMKax re-
HOMHOW MEIHUIIMHBI, U PACCMOTPUM 3TUYECKNE OPUEHTHUPBI B3aMMOJAEHCTBHS Bpada
Y TIAI[MEHTA, 33JJaHHbI€ YCIOBUSIMU TAaKOH HEONPEIEICHHOCTH.

HECKPUIITUBHAA U HOPMATUBHAA
HEOIIPEJ[EJIEHHOCTbD B (META)OTHUKE

B ananutuueckoit Quiocodpun mpobieMa HEONpeaeIeHHOCTH YacToO pac-
cMaTpuBaeTcsl B Hanbosee MOAXOASIIEH ISl HAlIero MOCIeAYOUIero 00CyKaeHus
dbopme. A uMeHHO, Kak TpodiiemMa JOKEHCTBOBAHUS B YCIIOBUSAX HEOIPEIeICHHO-
ctu. C Havana 1990-x rr. ee 00CyKJIeHUE CTPOUTCSI BOKPYT MBICJIEHHOIO IKCIIEPH-
MEHTa, MPEUIOKEHHOr0 CIIeNUaINCTOM 10 3THKe Ppankom JIxexcorom (Jackson,
1991). IlpuBenem mepeckas BEpCHU 3TOTO MBICIICHHOI'O AKCIEPUMEHTA, U3JI0XKCH-
Hoi B OoJtee mo3aHew crathe [TutTapna u Bopcuuna (Pittard, Worsnip, 2017: 156—
157):

I'ynaa no necy, Xanna, epau, suoum uenogexa, ykyuiennozo 3meeu. C coboii
vy Hee ecmb mpu npenapama A, B u C, cpeou komopuix ona dondicna évlopams, Ka-
KOU NpUMEeHUmMb, 4moobbl CRAcmu HCU3Hb YKYUEHHOMY. XauHa He A6IAemcs cneyu-
AnuCmom 8 moxcuxkoio2uu, Ho ona 3naem, umo C nomooicem nocmpaoaguiemy u
npU SMOM bl308€m CMOUKYIO, HO YMEPEHHYIO 2UNEPUY8CTNEUMENbHOCHb K CONIHEY-
Holm yuam. A uru B mozym cnacmu ykywennoco 6e3 nobounvix s¢gpgexmos, no
Xanua He nomMHum, KaKou UMeHHO npenapam oKaxcem makxoe oeticmsue. B mo dwce
8pemsi oHa 3Haem, umo ooun uz smux npenapamos (A umu B) cnocoben youmo no-
cmpaoasuieco. bosce maxoeo ucxooa, Xanna 3axnwouaem: «f Oondxcna npume-
Humo C». U denaem smo. Oonaxo Ha caedyrowuii 0eHb npogheccop, obyuasuiuii
Xanny, ycrviuwas smy ucmoputo 3axknoyaem. «Tel donscna ovina npumenums B.
OH 661 cnac nocmpaoasuie2o 6e3 nobounvix 3¢hghekmos. Tenepb smom yenosex He
CMOdKCem ullimu HA YUYy 6e3 3auumHo20 Kpemay.

JIncKyccun BOKPYT ATOTO CIOXKETa, KaK MPaBUIIO, CBA3aHBI C BOIPOCOM, UMe-
T JIM CIIOBO «JI0JDKHA» (B opuruHasie ‘ought’) B ycrax XaHHBI U B ycTax mpodec-
copa pasHble 3HaueHus. M ecnmu HET — Mo4yeMy y Hac €CTh JIBa Pa3HbIX BEPHBIX
BBIPOKEHHS TOJDKCHCTBOBAHUS VISl OTHOT'O M TOT'O JK€ JICUCTBHS B OJHUX M TEX JKE
oocrostenpcTBax? Paspaborannas Anrenmunoir KpaTiep ceMaHTHKa IO3BOJISET
pPaccMOTPETh JIBa U3MEPEHUsI 3HAUCHHMSI JOJIKEHCTBOBaHUs. Pagu KpaTkocTu u3io-
’KEHHSI, HECKOJIbKO YIPOINas TEXHUIECKYIO YacTh, OMUIIEM UX CKOpee AJIs JIEMOH-
CTpauuu ycunuii B chepe GpopmanbHON puinocodun, HampaBIEHHBIX Ha pa3pelie-
HUEe MpoOJeMbl JOJKEHCTBOBaHUA. J[Ba m3Mmepenus sTod cemantuku Kpariep
IpeIIoKIIa Ha3blBaTh MOJAIBHBIM OCHOBAaHHEM W HMCTOYHHKOM JIOJKEHCTBOBA-
Hus. [lepBoe onpexaenseTr Kiacc BO3MOXKHBIX MUPOB, B KOTOPOM JOJIKEHCTBOBAHUE
ucrnoiiHeHo. BTopoiil BeIOMpaeT cpenu 3TOro Kjiacca T€ MUPHI, B KOTOPBIX YCIOBUS
BBITIOJTHEHUS JIOJDKEHCTBOBaHMS HAaMOOJIee TOYHO COOTBETCTBYIOT MOApa3yMeBae-
MBIM B HEM ycloBUsIM. K 4uCiTy Takux ycIOBUN, HECOMHEHHO MPUHAJICKUT 3HA-
HUE, KOTOPBIM pacrojarai CyObeKT B MOMEHT MPHUHATHUS PEIICHUs] 00 ONTHMAallb-
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HoMm aevictBum (Dowell, 2012). Umenno stum XaHHa U OTJIMYAETCS OT TPodecco-
pa, XOTS OHHM U COTJIaCHBI OTHOCUTEIBLHO «CTaHIAPTOBY» OIEHKU JCHCTBUS B Mpej-
CTaBJICHHOM cCITy4ae.

WNHbIMU crioBaMu, MOTyYeHHE HOBOW WH(GOpMAITUU CTIOCOOHO M3MEHUTH BbI-
00p AOHKHOTO JACUCTBUSI B KOHKPETHOM CUTYaIlUH, IIPU TOM, YTO CaMO BBIPAKEHUE
JOJKEHCTBOBAHUSA, OT HMCIIOJHEHUS KOTOPOTO OTKA3aJINCh, OCTAETCS BEPHBIM.
K mpumepy, Bpad 3HaeT, 4To Mpu HH(PEKIIMOHHOM 3a00JeBaHUHN Z TYYIINM CPEJ-
CTBOM siBJsieTcss aHTUOMOTHK A. Ho OH y3HaeT Takke, 4TO y KOHKPETHOTO MaIieH-
Ta aJlJIEPrys Ha 3TO JICKAPCTBO, MU OH MpOMHUCHIBaeT emy nperapat B. Ilpu atom
MPUHITAT «A — JTydIiiee CPeCcTBO MPH Z» HE OTBEPTaeTCs ’TUM BPAvOM.

CreluanycT B 0OIACTH METadTHKM u3 Menbckoro yHuBepcutera JIKOH
[Turrapa, paccMaTpuBas MpoOJeMy JODKCHCTBOBAHUS, IpeajiaracT pas3indyaTh
HOPMATHBHYIO W JECKPUIITUBHYIO HEOMPEICICHHOCTh. B pacCMOTPEHHBIX BBIIIE
npuMepax ¢ YKycoMm 3Meu u Oone3Hpto Z peub uaeT o nociuennei. Hoas uadop-
MaI¥isi O TOJIOKEHHUH el CTIOCOOHA TIOMEHATh PEUICHUE B YCIOBUSIX JACCKPHUIITHB-
HOW HEOTPEACICHHOCTH 03 0TKa3a OT COBOKYITHOCTH PYKOBOSIINX MPUHITUATIOB.
[Tpu HOpMaTHBHOW HEONPEAEICHHOCTU areHT HE MOXET COBEPIIUTH BHIOOP MEXKIY
pa3HBIMH PYKOBOISIIUMHU TpuHIUNAMU. [IutTtapa u ero xomtera Anekc BopcHum
MIPUBOIAT CICAYIOIINI IPUMEP HOPMATUBHON HEONPEICICHHOCTH (TIepeaaaiM ero
C HEKOTOPBIMH COKPAIEHUSMH, OMyCKas CIICIUATbHYI0 TEPMHUHOJIOTHIO):

I'pre, nonumuxk, ynpaeieney 00JdICEH 8bIOPAMb MeAHCOY MPemMsi HAL0208bIMU
peacumamu. Peocum A ocHogvlieaemcs Ha ymuiumapucmcKux npeocmagieHusx oo
ONMUMANLHOCMU U Npeonoiazaem 68e0eHue MUHUMALbHLIX HAN0208bIX CMABOK 8
pacueme Ha Mo, 4mMo 6Cs IKOHOMUKA 6 pe3yivmame 6yoem pabomams npeodeybHO
aghpexmusno. Pexcum B ocnosvieaemces na npunyunax cnpaseonugocmu (O1u3Kux
K cghopmynuposannvim Jorconom Ponzom), npednonazaowux makcumanvrhoe nepe-
pacnpeoenenue pecypcog 0as nomowu Haubonee OeOHbIM, U COOMBEMCMBEHHO
npedycmampusaem 6gedenue 6oiee 8blcOKUX HANo208. CO2NACHO dMOMY DEeHCUMY
nepepacnpeoenenus npoobiemvi Menee 6eOHbIX Mo2ym Oblmb peulenbl MOoabKO NO-
clle mo2o, Kaxk YAy4uuioch noaoiceHue Hauboaee 00e3001eHHbIX, U M. 0. — 68epPX
no necmuuye docmamka. Peowcum C npeocmasnsiem coboil kKomnpomucc mexncoy
HUMU U npeonoiazaem MeHee Cmpo2ylo cucmemy nepepacnpeoeienus, yem B, ¢ mo
Jice 8pemst 8 MeHbulell CmeneHu mopmo3s pocm cetl sxonomuku, yvem B. I'pae co-
2Nlacer U ¢ apeymMeHmamu ymuiumapusma u ¢ apeymenmamu Ponza, Ho ne modcem
Ha 3mom ocHosanuu evlopams pexcum A unu B. Oun evioupaem C, xoms ne paszoe-
JIslem IMUYECKUX oCHosanuil makozo pewenus. I pse evioupaem C, nomomy umo
IMOM PeAHCUM ABTILEMCL BMOPLIM HAULYHWUM U O YIMUAUMAPUCMO8, U OJisl CIO-
ponnuxos meopuu cnpaseorusocmu Ponza (Pittard, Worsnip, 2017: 169-170).

Kak MBI BUIUM, B TIEPBOM CiTydae IKBUBAJIECHTOM JECKPUNTHBHOW HEOIpE-
JICJICHHOCTH CIY)KUT HEe3HaHHE HEKOTOPBIX MCTHHHBIX YTBEPKICHUHN (HEZOCTATOK
uHbOpMAITK 0 HEKOTOPOM TOJIOKEHUHU 1en). Bo-BTOpoMm, HOpMaTHBHAS HEOMpe-
JICJICHHOCTh CBSI3aHA C TE€M, YTO JICUCTBYIOIIHMM areHT HE MOXET PEIIUTh, YTO JKE
SIBJISICTCSL TIPAaBUJILHBIM, KAaKHWE OCHOBAaHMS CYIIECTBYIOT Y JTOJDKEHCTBOBAHMSI.
Hawubonee mpocTo mpeacTaBUTh ITOT BHUA HEOMPEICICHHOCTH KaK pa3ielieHue
MHEHUN B paMKaxX KOJUIEKTUBHOTO TMPUHSTHUS PEIICHUM, B YCIOBHSIX, KOrJa BCE
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YJICHBI KOJUIEKTHBA O0JaaloT OJAMHAKOBOM WH(OpMAINHE, HO pa3HbBIMU HOpMa-
THBHBIMH YCTAHOBKAaMH. Ka)K,HLIﬁ N3 HUX BLI6I/IpaCT Pa3HbIC KJIACChlI BO3MOKHBIX
MHPOB, B KOTOPBIX IIPOUCXOAUT TO, UTO CYUTAETCA JOJDKHBIM. B ciydae neckpun-
TUBHOU HCOIMIPCACIICHHOCTN CaMOIIPOTHBOPCHHC (HGKOHCI/ICTCHTHOCTB) MOXET
HAaCTYIIaTb B PACCYKACHUAX arcHTa IIpH IICPpCXoac OT ACCKPHUIITUBHBIX CY)KIIGHI/H?I
(0 MOJI0KCHUH JIeTT) K CYKIECHUSIM 00 OIITUMAaJILHOM JEHWCTBUU. Cy1iiecTByeT MHe-
HUE, 9TO n3 nu3bloHKINN «nu B — nyumiee cpeactro, i C — mydimiee cpen-
CTBO» B cilyyae XaHHBI HE CIEAYET CyX)IACHHE « MOJDKHA aTh MOCTPAaJaBLIEMy
wim B, wmu C» (Kolodny, MacFarlane, 2010).

B pamkax HOpMaTHBHON HEOIPEAEIEHHOCTH MPOTUBOPEYMS HACTYIIAIOT EIIE
paHbliie 10 Xony paccyxaeHus. CyxneHue «S nmpu3Har BEpHBIM WM yTHIHTA-
pu3M, WK TCOPHUIO CIIPABCIAIUMBOCTH Ponzay YK€ TOBOPUT O CaMOIIPOTUBOPCUUBO-
ctu areHta. lIpeonosieTs Takoe MPOTUBOPEUYHUE M YCTPAHUTH HEOIPEIECICHHOCTh
HEBO3MOYKHO TOJIBKO 3@ CUET MPEAOCTABIICHUS areHTy JOMOIHUTENbHON HH(pOpMa-
UH.

JECKPUIITUBHAA HEOIIPE/JEJIEHHOCTh B MEJIUI[UHE:
KOHLUENTYAJIN3ALIUA U CTPATETI' MU IIPEO/JOJIEHUA

To, 4TO BBINIE ONMHMCAHO KaK JICCKPUIITUBHAS HEONPEACICHHOCTD, JOBOJIBHO
JAaBHO Y aKTUBHO OOCY’KJaeTcs Kak mpobiema B chepe opraHuszaiuu 3paBooxpa-
nenus (Babrow, Kasch, Ford, 1998). He BHuKas B TeXHHYECKHE ACTaad, 0003HA-
YHM OCHOBHBIC €€ UCTOYHUKHU — JJIsI IPOPUCOBKH JIOCTATOYHO MIUPOKOH HEpCIeK-
TUBBI MPAKTUYECKOT0 aCIeKTa MpOoOJIeMbl HEOMPEACIICHHOCTH B MEAWIIMHE, a HE
JJIS TIOTPY>KEHHUST B METOIO0JIOTMIECKHE U SITUCTEMOJIOTUIECKUE €€ aCTIeKThI. XaH C
COABTOPAaMH BBIJICIIACT TPH CBOMCTBA MH(DOPMAIIMK B MEAMIIMHE, KOTOPBIC OIpeie-
JISIOT 3QJIOKEHHYIO B HEW HEOIPENeICHHOCTh: BEPOSITHOCTHBIA XapakTep WH(DOP-
MalliH, e¢ JBYCMBICICHHOCTh Win ciiokHocTh (Han, Klein, Arora, 2011). Ho, kak
MPABUJIO, B KAKIAOM cliydae 3TH (PaKTOPhI COUETAIOTCSA B paMKaX OJHOW CHUTYaIlHH,
K TOMY K€ Takas KJIaCCU(PUKAIUS MPSIMO HE COOTHOCUTCS C MPAKTUKAMH MUHHMH-
3aIliy HEOTIPEIECTICHHOCTH.

Hcxonst U3 HeoOXOIUMOCTH TaKOro MPaKTUYECKOrO COOTHECEHHs, 0003Ha-
YUM, YTO HCTOYHMKAMH JCCKPHIITHBHOH HEONPEIACICHHOCTH MOTYT OBITh: Q)
yCTpaHUMOE HEBEJCHHE, HEe3HAHHWE KAKUX-JTHOO AaCIEKTOB MEIUITMHCKOW HayKH
(HampuMep, BBI3BAaHHOE TPOOEIOM B 00pa30BaHUM — KakK B ciiydae ¢ XaHHOW); D)
HEBEJICHHE, BBI3BAHHOE OTCYTCTBHEM JOCTATOYHO TOYHBIX CIIOCOOOB Y3HATH WIIH
pacro3HaTh MOJOKEHHE e (HanmpuMep, HATMIUEM KPUTHUECKH BaXKHBIX TIOTPell-
HOCTEU CpPEJICTB JIMATHOCTUKH); C) CTOXACTHYECKHM XapakTep mpoiiecca, o Oyay-
IIeM TEYCHHH KOTOPOro HE0OXOIUMO BBIHECTH cyxjacHue. [locmennee — Hanbo-
Jee oOuMii ciydail HEOMpEIACIICHHOCTH, 00CYKIaeMOl B CHHEPTEeTUKE U TEOPHUH
CIIOKHOCTH. J[JIs1 METUIIMHBI OIICHKH BEPOSATHOCTH TAaKHUX IPOIIECCOB BO3MOYKHBI
UCXOMS U3 CTAaTUCTHYCCKUX JTAHHBIX. Hampumep, HICTHHHON MOXKET SBISATHCS TPO-
no3unust «MenuaHHash BBDKHBAEMOCTh OOJBHBIX PAaKOM MOJIOYHOM IKeNe3bl CO-
ctapisieT § ner». Ho UCTMHHOM ke MOXKET OBITh U MPONo3uIus «bobliie noJ0BuU-
HBI TIAIUCHTOK C TPOWHBIM HETaTUBHBIM ITOATHUIIOM paka MOJIOYHOM JKeIe3bl YMH-
paroT B MEpBBIC 3 rojia Mocjie MOCTAaHOBKU JUarHo3ay. T. e. cTaTUCTHYecKas OIeH-
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Ka BEPOSITHOCTH BO3MOYKHA, HO OHA 3aBUCHUT OT BBIOPAHHBIX IPaHUIl TPYMIIbL, K KO-
TOPOW MPUYHUCISAIOT NAMEHTa, U JUIsl KOTOPOW M3BECTHO CTAaTHUCTHUYECKOE pacmpe-
JIeJIeHUEe UHTEPEeCYIoIero napamerpa. ['paHuiibl MOTYT ObITh 0003HAYEHBI UCXOs
U3 T0J1a, BO3pacTa, UCTOPUHU OOJIE3HH, a TaKKe — KakK MOKa3aHO B MpHUMeEpeE C pa-
KOM MOJIOYHOM >K€JIe3bl — UCXOS U3 KIacCU(PUKAIUK 3a00JICeBaHUN.

CnocoO6bl MUHUMU3AIMU JECKPUNTUBHON HEOMPEICICHHOCTH B MEAUIIMHE
MOTYT OBITh COTIOCTaBIICHHI C €€ UCTOUYHWKaMu. HeBenenue tuma A — U, COOTBET-
CTBEHHO, JECKPUIITUBHAs HEBEPOATHOCTh, UCXOJAIIAs, HAIPUMEDP, OT HE3HAHUSA
XaHHBI — MOXKET OBITh IMPEOJIOICHO 3a CUET CTaHJAPTU3AIMU MEIUIIMHCKOTrO 00-
pazoBaHusl, MOATOTOBKE MOAPOOHBIX KIMHUYECKUX pekoMeHaanui. cTouHuk He-
OTIPEIENICHHOCTH TUMa B MoXeT ObITh yCTpaHEeH 3a CUET BajJuAallii METO/IOB JIha-
THOCTUKH, KaJUOPOBKHU €€ MHCTPYMEHTOB, a TaK)Ke MPOBEJICHUS MOBTOPHBIX JIHa-
THOCTUYECKHX Tpouenyp. HeonpeneneHHOCTh, CBA3aHHYIO CO CIOKHOCTBIO W/HUIU
CTOXaCTHYECKUM XapakTepoMm uccieayembix mpoieccoB Octun babpoy u Kum-
Oepnu KnaitH Ha3bIBalOT BHYTpPEHHE MNPUCYIICH WM «BpOXKAcHHOM» (inherent
uncertainty) s mporeccoB MOCTAHOBKH JWAarHo3a W MPOTHO3UPOBAHUS HCXOJOB
neuenus (Babrow, Kline, 2000). CooTBeTCTBeHHO, OHH IMpejiaraloT Bpady U Ia-
IIUEHTY OCTaBUTh O€3yCHElIHbI€ TOMBITKA TMPEOAOJIETh €€ M BMECTO 3TOT0
HAYUYUTHCS «CIPABJIATHCS» WIN «IAAWUThY» C TAKOW HEONMPEAEIECHHOCThIO. [Ipormie
rOBOPSl — HAYYUTHCS )KUTh C OCO3HAHMEM HEOIPEIEICHHOCTH, IIOHUMAsl €€ KakK
CBOMCTBO, BHYTPEHHE MpHUCYIllee caMoil *u3HH. Jpyrue Gopmbl AECKPUNITUBHON
HEONPEAEICHHOCTH OHU OTHOCST K «MH(OPMAIIMOHHOW HEOIPEAEICHHOCTH Y, BME-
CT€ C TEM BBLAENSIS TPU MCTOYHHMKA MHTEPIIPETATUBHOW HeompeneneHHOCTH. [lo-
CJIEJTHSISI MOXET OBITh CBA3aHa C TEM, YTO Bpad B TOYHOCTH HE 3HAET, BO-TIEPBBIX,
KaK MalMeHT CTPYKTYpPHUPYET MOJIYYEHHYIO OT Hero uHGOpMalrio, BO-BTOPBIX, OT-
BETHI Ha KaKWE BOMPOCHI MAIMEHT KEJIAaeT MOIYYUTh B paMKax mpuema (win OJa-
rojapsi JUarHOCTUYECKON MPOILIeype), B-TPEThUX, HEU3BECTHO, HACKOJIBKO IMallH-
€HT TOTOB CTOJIKHYTHCSI C JECKPUIITUBHOW HEOMNPEIEICHHOCThIO. OIHAKO mpen-
CTaBJISICTCS, UTO TaKOE pa3IuvceHHe HEe 00JaJaeT HHU JIOTUYECKON CTPOTOCThIO (ce-
MaHTUYECKHE acCIeKThl MPOOJIEMbI CMEIIAHbl C MPAarMaTUYeCKUMH), HU MpaKTUye-
CKOW PpEeNIeBaHTHOCTBHIO (BBIJEIEHBI CKOpPEE OTHENbHbIE TeMaTU4YeCKue OJIOKU B
KOMMYHUKAIIMH Bpaya U MalKueHTa, a He MPoOJIeMbl, CBSI3aHHBIE ¢ KOMMYHHUKATHB-
HBIMH MPAKTUKAMH).

[Togxon k HeoNpenerIeHHOCTH B MeauluHe, npeaaoxkeHHsii O. babpoy u
K. KiaitH uHTEpeceH MpexJie BCEro X KPUTHUKOW «UACOJOTHM MPEOOJICHUS HeE-
ONpPEACICHHOCTH» W BHUMaHUEM K Croco0aM, IMO3BOJSIONIMM —TaleHTaM
HAYUYUTHCS )KUTh C HEONPEICIICHHOCTHIO. B TO e Bpems NpeAyI0KEHHbIE UMY 3TH-
YECKHE PETYJATHBBI OCTaBISIOT B CTOPOHE MpoOJIeMy HOpPMATHBHON HEOmpene-
JIEHHOCTH.

B3AUMOHAJIO)KEHUE HOPMATHUBHOW U

JIECKPUIITUBH OHU HE OIIPEJ/[EJIEHHOCTH
Menuko-renernueckass OMoIlb SBJseTCS chepold METUIIUHBI, B KOTOpOH
HOpMAaTUBHAs HEOMPEIETICHHOCTh MPOSBIsAETCs Hanbosee siBHO. B paMkax ee oka-
3aHUSl UHTEPECHI MALMEHTa MOT'YT OTKPBITO MPOTUBOPEUUTH MHTEPECAM €TI0 KPOB-
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HBIX POACTBEHHUKOB. COrJJaCHO OJTHOMY W3 YEThIPEX MPUHIUIIOB OUOATUKH, MPHU-
3HAHHBIX OMOMEIHUIIMHCKUX COOOIIECTBOM MPAKTUYECKH MOBCEMECTHO, MAIMEHT
o0JajiaeT aBTOHOMUEH, MpEANoaraloueil cpeau Mpovyero MnpaBo pacnopsiKaTbes
BCEMH JJAHHBIMHU O CBOEM 3/10pOBbe. OJIHAKO COrJaCHO MPUHLHMITY «JIeJai 0yaro»
Bpad 00s13aH MCIIOJIb30BaTh BCIO UMEIONTYIOCS y HEero uHdopmalmio Ha 0aro Jio-
JICH, HaIpuMep, pajau MpeaoTBpaimieHus pa3sutus Oonesnerr (Beauchamp, Chil-
dress, 2001). Hemenkue crnernuanuctel mo 6uostuke Kpucrman Jlenk m Jlebopa
®pomMenb NpeAIaraloT pacCMOTPETh JOBOJbHO TUINWYHOW I MEAULUHCKOU
IeHETHKU Ka3yC, B paMKaxX KOTOPOTO CJI€AOBAHUE OJHOMY MPUHIUITY UCKIIOYAET
CIIEZIOBaHHE JpYyroMmy. 08-IeTHss NalMeHTKa C JAUArHOCTUPOBAHHBIM HACIE[I-
CTBEHHBIM HETIOJHUIIO3HBIM KOJOPEKTAIbHBIM PAaKOM OTKa3bIBaeTcs WHOOPMUPO-
BaTh CBOIO CECTPY M €€ JIeTel 0 BO3MOKHBIX HACJIEICTBEHHBIX PUCKaX M3-3a JIaB-
Hero cemeiiHoro koHgumkra (Lenk, Frommeld, 2015). CymecTByrOT mpoTHBOIIO-
JIO’KHBIE OTBETHI HAa BOIPOC: «/{0MKeH i Bpay BOMPEKU 3alpPeTy MAllUeHTKU KOH-
TaKTUPOBaTh C €€ POJICTBEHHUKAMU?». OTBET «HET» MPEAIONAraeT CChUIKY Ha
IpUMaT COXpaHEHUs BpauyeOHOUN TailHbl U NPUHLIMN aBTOHOMHH. OTBET «aa» Mo-
KET ObITh ATUYECKH OOOCHOBAHHBIM Uepe3 MPU3HAHUE CEMbU MAIUEHTKU CYyOBhEeK-
TOM, KOTOPOMY OKa3bIBa€TCSI MEAULIUHCKAS IIOMOLLb.

Ha mepBbIit B3I, HOpPMAaTUBHAs HEOINPEAEIECHHOCTh IIPEOIOIEBAECTCS Ye-
pe3 YCTAaHOBJIECHHUE 3aKOHOAATENbHBIX HOPM M 3ampeToB. OJHAKO, KaK HUIIYT
K. Jlenk u [I. ®poMmensa, €Ciu JaHHBIA Clydaid Mpoucxoaut B ['epmanuu, Toraa
Bpay HE UMEET MpaBa paclpOCTPAHITh HH(OPMAIUIO O] YTPO30H TIOPEMHOIO 3a-
kmoueHns. B BenukoOpuranuu y Bpaya €CTh JieTaldbHasi BO3MOXKHOCTh CHENaTh
370. CII0KHOCTB 3aKIJIFOYAETCSl HE B TOM, YTO HOPMAaTHBHasl HEONPENEIIEHHOCTh B
pa3HbIX IOPUCAUKLIMIX MpeoaoseBaeTca no-paznomy. Ckopee, npodiiemMa HECKOIb-
KO TIy0’Ke, U yCTaHOBJIEHWE TPABOBBIX PEryIsTUBOB HE BCErJa CIOCOOHO Crpa-
BUTHCSI C HOPMATUBHOW HEONpeneNeHHOCThI0. [IpencraBum, uro XaHHa, repouHs
MBICJIEHHOTO SKCIEPUMEHTa, U3JIOKEHHOTO B Hayajle CTaTbd, BOOOIIE HE MMEET
JefcTBYyIOIIEeH BpaueOHOM nurieH3un. [Ipumgaer a1 3To MpUOpPUTET TOKEHCTBOBA-
Huto «BooO1e He oka3pIBail MOMOIIL» HaJl IpuMeHeHueM npemnapata C uin npe-
napata B? 3acrtaBnsier M 3TO OTOPOCUTH CHacE€HHE YeOBEKa ¢ MHUHUMAaJbHBIM
BpPEIOM €ro 3J0pPOBbI0 KaK CTaHIAPT OLEHKH JAesiHus XaHHbl? HopmaTuBHas He-
OINPENIETICHHOCTh CBA3aHA C TEM, YTO CaM areHT HE MOXET OTAATh MPEINOYTEHUE
OJTHOMY M3 HECKOJIbKUX MPOTUBOpEUAIUX CTaHAapTaM OLEHKU JEsSHUS, a HE C
JNENUCTBYIOIIUMU IOPUANYECKUMHU PETYISITUBAMU.

B pamkax reHOMHON MEIUIIMHBI MOTYT BO3HUKHYTh CHTYallMH, B KOTOPBIX
HOPMAaTUBHAs HEOMPEIEIEHHOCTh BOOOIIE HE MOXKET ObITh OTOABHUHYTA Ha BTOPOM
IJIaH OpaBOBbIMU peryistuBaMu. [1ogoOHas cuTyaluss BOSHUKAET MPHU PEUICHUU
Bomnpoca 00 MH(DOPMUPOBAHUH TAIMEHTA O Pe3yJbTaTaxX HCCIICIOBAHUS, BBISIBUB-
IIEro IeHETHYECKUE BapHaHThl HeompezeneHHoro 3Hauenus (Mxesckas, 2015).
Onucanbl JECATKU BAPUAHTOB JJIsI XOPOILO U3YYEHHBIX T€HOB, Ubsl MAaTOT€HETHYE-
CKasl poJib Ha MOMEHT OOHapy>KEHHsI MX B T€HOME MaIlMeHTOB ObuTa (a2 4acTo U
OCTaeTCs) HEM3BECTHOM.

C onHOHM CTOpPOHBI, y Bpauya €CTb OCHOBAHUS MPEIIOJaraTb, 4TO 3TH OCO-
OCHHOCTH MOTYT OBITh CBSI3aHBI C OINPEACTECHHBIMU PUCKAMU ISl 3J0POBBS TAlU-
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enta. C Ipyroi, 3TU pUCKHU HE SIBIAIOTCA CTaTUCTUYECKU BAIMIUPOBAHHBIMU, U UX
XapakTep He J0 KOHIA sceH. HeompeneneHHoe KIMHUYECKOE 3HAUCHUE OOHApY-
KEHHBIX TEHETUYECKUX TOCIEIOBATEIILHOCTEH SIBJISIETCS MCTOYHHUKOM JECKPHII-
TUBHOM HEOIpeAeIeHHOCTH. MacmTabHOe MOMYJISIIIUOHHOE HCCIIEI0BAHUE MOTJIO
OBl OMpENENUTh TPAHUIIBI CTETICHH PUCKA, CTATUCTUYECKU CBSI3aHHOTO C KOHKPET-
HOM reHeTUYECKON 0COOEHHOCTHIO.

Ho npoGnema BbiOOpa JIMHUU MOBEJEHUS B 3TOM Cllydyae CBsi3aHa HE TOJIBKO
C JCCKPUNTHUBHON HEOMPEEIeHHOCThIO. Bpauy HE0OX0AMMO pelIuTh, SBISETCS U
MPEANOUYTUTENILHBIM JUISl MAllUEeHTa y3HATh O JECKPUIITUBHON HEOIpEeIeIeHHOCTU
(O MOTEHIMAIBHOM PUCKE, KOTOPBIM HEBO3MOXKHO OMPEACIIUTh) WX HE Y3HABATh O
HUX, JKUBS 0oJiee CIOKOWHOM >ku3HBIO. DaKTHUECKH Bpay BbIOMpAET CTaHIapT
Oyaronostyuus IS marueHTa. Bpau MoxeT oTaaTh NpearnoYyTeHne aBTOHOMUM T1a-
[MEHTA, MOHITON KaK BO3MOXXHOCTh U3BJI€Ub 0JIaro u3 Jiro0o uHbOopMauu, Win
3a00Te 0 MOpPaJIHLHOM U AMOIMOHAIBHOM OJaromnonyuyuu naruenTa. [Ipu stom obe
aNbTEPHATUBBI PACIOJIAral0T CEPbE3HBIM 3TUYECKUM OOOCHOBAaHMEM B pPaMKax
KOHIIEIIINHM, KOTOPbIE HUAEPIAHACKAN MEIUIIMHCKUIA aHTPOIoaor JHHMapu Mo
MapKHpOBaja Kak «IOruka BeiOOpa» u «ioruka 3adboten» (Mol, 2008).

«IOTUKA HEOIIPEJ[EJIEHHOCTH»
B MEJTUI[HHCKON TEHETHKE

B mpuBeieHHOM BbIIIIE IPUMEPE HOPMATHUBHAS HEOIPE/IEICHHOCTh OKa3hIBa-
eTCs CBsI3aHa C BHIOOPOM CTPATEruu OOpAIleHUs ¢ JCCKPUIITHBHON HEOMPEIeacH-
HOCThIO. [IpHHMMaeMoe B TakhX CIIydasX PEryasAaTOPHOE pelleHHe HE CHUMAeT
npo0JIeMy HEOIPEIeICHHOCTH, YCTaHABIUBAs JIUIIb TPAHUIIBI TO3BOJICHHBIX JICH-
CTBMIi Bpaua. HampuMmep, Bpau-reHeTHK 00s3aH COOOIIATh MAIMCHTY O HEOKUIaH-
HBIX HaXOJKax TOJbKO B 56 reHax. B 3ToMm pelieHMH BHIHA IMONbBITKA MEPEBOA
HOPMATHUBHOW HEONPE/ICICHHOCTH B JCCKPUITHBHYIO, TAK KaK TaKOe pa3iciicHHUE
I'€HOB Ha «3HAYMMBIC» M «HE 3HAYMMBIE» IS MAI[MEHTA JIUIIb OTPaKaeT YPOBCHb
TEKYIIEro MEIUKO-TeHETHUECKOro 3HAaHWSA, HO HE HOPMATHUBHBIH KOHCEHCYC BO
BpayeOHOM cooOriecTBe. [1OMBITKY CBECTH HOPMATHBHYIO HEOMPEACICHHOCTh K
UHTEPIPETATUBHON MOXHO YCMOTPETh B YKa3aHHU Ha «BpadyeOHOE YCMOTPEHHUE)
OTHOCHUTENHHO OJlara marueHTa Mpu PeleHny Bompoca 00 MHPOPMUPOBAHUU Tia-
IIMCHTa O BapuaHTaX HeompeaeiacHHoro 3Hadenus (Hawkins, Ho, 2012). Oxnako
TaKOe YCMOTPEHHE MOKET OCHOBBIBATHCS TOJBKO HAa OCO3HABaeMBIX (HO HE 00s3a-
TENBLHO pa3feasieMbIX) BPauoOM IIEHHOCTSX, KOTOpPbIe HYKIAIOTCS B MPOroBapHBa-
Hur. OJIHUM W3 BapUAaHTOB OOCYXKICHHS I[CHHOCTHBIX OCHOBAaHHH pabOTHI C Je-
CKPHITTUBHON HEOMPENEICHHOCTIO SBISETCS MEAMIIMHCKAS 3THKA HEOMpEIeacH-
HOCTH. Brarogapst apTUKYIAIUN PUHIIMITOB M IIEHHOCTEH KaK OMOPHBIX TOYCK 00-
CYKJICHHUSI OHA IO3BOJISICT Bpauy HE MUHMMU3HPOBAThH, HO «IAUTh» C HOPMATHB-
HOM HEONPEAEIEHHOCTHIO. A Ha 3TOM OCHOBAaHHH Bpay U MalMEHT MOT'YT COBMECT-
HO «CIIPABUTHCS», «CIAAUTH» C JCCKPUIITUBHONW HEOMPEACICHHOCThIO, PUCYIICH
croco0am JTUarHOCTUKU M MIPOTHO3UPYEMbBIM MPOIIECCaM.

OnHa U3 BO3MOXHBIX (POPMYITMPOBOK 3THKH HEOMPEAEICHHOCTH IPEIIOKE-
Ha TCHETUKAMHU M CICIHAIMCTaMHU 1Mo OHodTHKEe M3 CHIHEHCKOro yYHHBEPCHUTETA
(Newson et al., 2016). OCHOBHBIMH €€ OPHEHTUPAMHU CIIY)KAaT YCTOHYUBOCTD, OJ1a-
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rornojiyune, aBTOHOMHsI W conmumapHocTh (resilience, welfare, autonomy and
solidarity). YcroiiumBocTh 37¢Ch MpeANoiaracT MOHMMaHUE MEIMKO-TCHETHYC-
CKOM ITOMOIIHM He KaK OJHOKPATHOTO COOBITHS KOHCYJIBTHPOBAHUS, @ KaK HATUYHS
MOCTOSTHHOM BO3MOKHOCTH JUIs TAI[UCHTA MOJYYHUTh MOMOIIb B MPOIIECCE OCO3HA-
HUSI PE3yJIbTAaTOB, a JUIsd Bpadya — HMH(GOPMHUPOBATh MAI[MEHTA O HOBBIX JAHHBIX,
YCTaHABJIMBAIOIINX 3HAYCHUE OOHAPYKCHHBIX y HEr0 T'€HETUYECKUX BAPHAHTOB.
BaaromnoJryyne 03HayaeT OPUEHTALMIO HA HEMEIUIIMHCKUE XapPaKTEPUCTHUKH CO-
CTOSTHHSI TIAlMEHTa, MOHMMaHUE, YTO caM Mo cebe (akT 3HAKOMCTBA C FeHeTHYe-
CKHMHU PUCKaMH MOYET HaHeCTH Bpel HanueHTy. COOTBETCTBEHHO MPOIECC KOM-
MYHHUKAIIMU JTOJDKEH YYUTHIBATh HE TOJBKO «OHMOJOTHYECKHI», HO U «Ouorpadu-
YEeCKHI» KOHTEKCT KHM3HH MaIlieHTa. ABTOHOMMSI 03HayaeT HE BO3MOXKHOCTh 00-
peyb TalueHTa Ha CaMOCTOSTEIbHOE MEPSKUBAHNE HEOMPEACTICHHOCTH, a TOJI-
JICPIKKY CO CTOPOHBI Bpaya KPUTUYECKOW pediekcuy MmanueHTa 0 3HAYeHHH ITOH
HeonpeneneHHocTH. HakoHell, coMuIapHocTh TpeanosaracT pas3aelicHue CBs3aH-
HBIX C HEOIPEICICHHOCThIO «H3JIEPIKEK» MEXKY MAIMEHTOM M €ro CEMbEH, C OJI-
HOM CTOPOHBI, 1 BPa4YOM M CUCTEMOU 3APABOOXPAHEHUS, C IPYTOM.
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