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MpaBoBoe 1 3TUUECKOE peryimpoBaHue
Co06LLEeHNA BTOPUUHBIX HAX0A0K

EnuzaBeta K. MockoBkuHa"™
000 «buotek kamnyc», Mocksa, Poccuiickas ®epepauus

AHHOTauusa

BTOPUUHBIMU HAXOAKAMM B MEAMUMHCKON NNTEpaType MMEHYIOTCS CAydainHO 0BHapyKeH-
HbIE 1CCeA0BATENSIMU OCOBEHHOCTH 310POBbA YENOBEKA, BANAIOLLME HA €r0 CAMOYYBCTBUE
“nn passuTve 3abonesaHus. BcneacTeue LUndpoBM3aLmMy 34paBOOXPaHEHMS, Pa3BUTHS Me-
ONUMHCKMX 633 aHHbIX 1 WX aKTUBHOTO WCMOMb30BAHNA yueHbIMU BO/bLIOE KONNYECTBO
BTOPWYHBIX HAXOAOK, KOTOPbIE HE BblM NepBOHAYANLHON LEbio NCCaea0BaHus, 06HapYXu-
BaOTCS 1 MOTYT NOANEXATb COOBLLEHMIO NaLUMeHTY. Llenbio HacToAWLero uccnesoBanHus aens-
eTCq onpeneneHne BO3MOXHOCTY COOBLLEHNS BTOPUUHBIX HAXOAOK MaLMEHTAM 1 YUaCTHMKAM
HayUHbIX MCCNEA0BAHNMIA, @ TakxXe NopAAoK nepefadn Takux AaHHbIX C ydeTom Tpe6GoBaHui
3aKoHoAaTeNbCTBA. B cTaTbe NpUBOAMTCS aHaM3 NPaBOBbIX HOPM, AeicTByloLMX B Poccuu,
paccMaTprBalOTCA JOKTPUHANBHBIE M STUYECKIME NOAXO/Ab! K NPOBAEME COOBLLEH NS BTOPUUHbIX
Haxo4oK. B pesynbraTe paccMOTPEHNS TeMbl aBTOP MPUXOANT K BbIBOAY, YTO 3aKOHOAATENbCTBO
HE YUNTbIBAET CreumndrKy BTOPUUHBIX HAXOA0K Kak MHGOPMaLLMK A9 COOBLLEHUS NALMEHTY,
a TakXke BOBCE He Perynupyet nofobHble CUTyaLUuu, BO3HUKAIOLLME B PAMKAX HAyUYHbIX NC-
CNefoBaHW C YCNOBHO 30POBbIMI yYaCTHUKAMM. ABTOPOM OMPEAENEHO, UTO BAXHYIO POb
[/151 BO3BMOXKHOCTU COOBLLEHMS CYUYaRHbIX HAXOA0K UrpaeT 406POBOIbHOE NHGOPMUPOBAH-
Hoe cornacue, Npu 3ToM MHGOPMUPOBAHNE NALLMEHTOB W BKIOYEHWE CreLnanbHbIX pa3aenos
B JaHHOM [OKYMeHTe OCTaeTCs Ha YCMOTPEHME MEAMUMHCKON WAU HayYHOW OopraHu3aummn
1 Bpava. B pesynbrate nccnefoBaHus NPoV3BOANTCS NOMbITKA CGOPMMUPOBATL KOMMNEKC Mep,
OMMCaHHbIX B INTEPATYpe, 419 AafbHellero ¢OpMUPOBAHMS KOHKPETHbLIX NPeaNoXeHUi pe-
GOPMUPOBAHMS 3AKOHOAATENLCTBA POCCHM B OTHOLLIEHUM NOAHSATON NPOGIEMBI.
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of Secondary Findings
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Abstract

In medical literature the notion of secondary findings is defined as randomly discovered
features of human health which may affect their well-being. A large number of secondary
findings are occasionally detected and may be disclosed to the patient as a result of the dig-
italization of healthcare and the development of medical databases. The aim of this paper
is to determine the possibility of reporting secondary findings to patients and participants
of scientific research, while also establishing a procedure for transferring such data in accor-
dance with the legal requirements and limitations. The article provides an analysis of Rus-
sian legislation, and considers doctrinal and ethical approaches to the issue of reporting
of secondary findings. The author concludes that the current legislation does not consid-
er the special features of secondary findings, and does not address situations which could
arise in the context of scientific research. The author has established that informed consent
has an important role in reporting of secondary findings, while the procedure of inform-
ing patients and including special sections in the consent should remain at the discretion

of the medical or scientific organization or the doctor. In conclusion, the author attempts
to formulate proposals to amend the Russian legislation in relation to the issue considered.
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ﬂpaBoaoe N 3TNU4YeCKoe perynmpopaHue COOGLIJ,eHVIﬂ BTOPUYHbIX HAXO040K

BBegeHue

PasBuTue MeauUMHbl U METOA0B AMarHo-
CTUKK, @ Takxe 3amnyck KpymnHbIX HaLWMOHa/b-
HbIX MOMYAALMWOHHbIX MCCeA0BaHWA B 0b/a-
CTW 3paBOOXPaHeHUs, B YaCTHOCTM B 06ACTH
FEHETUKM, MPUBEN K HAKOMAEHWIO BOMbLINX
JAHHbIX, KOTOpble HEoBXOAMMO aHann3mpo-
BaTb AN8 M3BNEUEHMS MaKCMMabHOW MOSb-
3bl B MHTepecax uenoseyecTBa (Sheremeta,
2003). 3anyuieHHble B Hayane XX| Beka
reHeTVueckne npoekTh, Takue Kak [lpo-
ekT «100 000 [leHOMOB» BennkobputaHum
(100,000 Genomes Project’), AMepukaHckuii
npoekT «All of us® n uHble, cnyctd 10-15 net
JNOCTUMAM MOCTaBAEHHbIX Lenern mno cbopy
6vomaTepuanoB W AaHHbIX W CTONKHYIUCb
C HEOBXOAMMOCTbIO MX aHanmu3a. Takxke cTano
MOHATHO, UTO Ha KOropTax GOAbLIMX AaHHbIX
onpeaensTcs He TOAbKO MOMyASLUWNOHHbIE
UacToThl WU Mpoune «obLine» 3HaHMA 1 3aKo-
HOMepHOCTW. B xome Takoro moucka muccie-
JOBaTeNaMu CTann obHapyxmBaTbCs A0MON-
HUTENbHbIE AaHHble, Kacatollmecs 340POBbs
OTAE/IbHO B34ThIX YYaCTHUKOB, YTO HE ABANOCH
M3HAYAIbHOW LeNbio Hay4yHoro nowvcka. lNpu
3TOM Takas MHdOpMaLns UMeEeT CyLIeCTBEH-
HOe 3HaueHue A1 BONOHTEPOB, KOTOpble CTa-
HOBUNCH YUACTHUKAMM UCCNEA0BAHNIA

MopanbHbiA  AOAT MOMOYb  YYaCTHMKAM,
CKOTOPbIMY MCCNeloBaTeNbCKAs OpraHm3aLma
BbICTpaMBasa JAOBEpUTE/bHbE OTHOLWEHMS,
pacKpbiB UM MONYYEHHbIE CBEIEHNS, BCTYMNW
B HEKOTOpble MPOTMBOpEUUS C flerajabHol
6a30it Takux uccnegosanmnin (Mitchell, 2017).

boneeToro, HW yYacTHUKM, HX UCCAea0BaTeNn
He BblIN FOTOBbI K MPaKTUUYECKOR peannsaumnm
KOHCYNBTUPOBAHMS, Tak Kak 3TOT NpoLecc 98-
NAETCH KOMMAEKCHBIM W KacaeTCs MCUX0n0rn-
YECKM CNIOXHBbIX MOMEHTOB.

B HacTodlwen cratbe paccmaTpuBaroTcs
npaBOBble W 3TUYECKME BOMPOCHI, BO3HMKA-
folLMe Npy NonbiTke WccnenoBaTenein coob-
WWTb YYaCTHMKAM Hay4HbIX HEWHTepBEHLM-
OHHbIX WMCCNEA0BAHUIA O HaMAEHHBIX Y HUX
BTOPUYHbBIX HAXOAKaX.

B ctaTbe npuseneH 0630p MOAXOAOB, YKe
peann30BaHHbIX B MeAMUMHCKON MNpakTuKe,
OTHOCUTENBHO COOBLLEHMNS O HARAEHHbIX Y Na-
UMeHTa BTOPUYHBIX Haxoakax, Tak kak Takue
KNAVHWYECKME B3aMMOOTHOLLEHUS MOA0OHbI
CUTYaUMSIM B KOHTEKCTE HayUHbIX MCCIeLOoBa-
HWIA 34paBOOXpaHeHus. BTopuUHble HaxoaKkm
B MeAMLVHE — Tema, KoTopas noayyuna cBoe
6o/ee WNPOKoe pacnpocTpaHeHue B auTepa-
Type 1 ANCKYCCUSX, Tak Kak 0BLLECTBO CTONKHY-
JIOCb C HEW paHblUe, a 3HAUUT, YKe CAeNaHHble
BbIBOAbI MOTEHLMANIBHO MONE3HbI NMPY PacCMO-
TpeHUM NpobaeMbl HACTOALLEN PabOTHI.

ABTOPOM MpOU3BELEH aHa/in3 akToB 3a-
KOHOAATEeNbCTBA M 3TUYECKMX HOpPM, B nep-
BYIO ouepesb pas3paboTaHHbIX W MPUHATHIX
B Poccuiickonn ®epepaumn. AKTyanbHOCTb
nocTaBaeHHoi npobnembl B Poccun B HacTo-
fdllee Bpems BbICOKa, Tak Kak K HacTosLlemy
MOMEHTY KpYMHble TFeHeTnyeckme npoek-
Tbi’, 3anylleHHble B pamkax PepepanbHol
HayUYHO-TEXHMYECKON Mporpammbl  «Paszsu-
TUE TeHEeTUYEeCKMX TexHONormn Ha 2019—

' MocmaroseHue [Tpasumenncmea Poccuiickoli Dedepauuu No 479 om 22.04.2019 «06 ymeepxdeHuu
DedeparpHoli HayuHo-MexHUUECKol NPo2pammbl passuimus 2eHemuUeckUx mexHoA02uli Ha 2019—2030 200bi».
Pexxum foctyna: http://static.government.ru/media/files/1FErVexYSoVYFduUn1tStWILkyrkTEmu.pdf

2 MonHble reHoMbl 100 ThicaY poccuaH ByayT npounTaHsl K KoHuy 2025 roga. PCR news. Pexxm gocTtyna:
https://pcr.news/stati/polnye-genomy-100-tysyach-rossiyan-budut-prochitany-k-kontsu-2025-goda/

3 YCOBHO 3/10POBbIM SBSETCH TAKOW UENOBEK, KOTOPbIN HE MMEET Xanob Ha 340POBbE AN KaKNX-TMBO
6eCcnoKoALLMX ero NPoaBAeHNit ero 3abonesaHus. Takoi YeoBek He 3HaeT 0 TOM, YTO OH Yem-To boseeT

N aBndaeTcd HOCUTENEM.
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2030 roab»*, AOCTUMN CBOMX MEPBbIX Le-
NEeBbIX MokasaTenei’, 3aBeplinB MepBblid
oTan cbopa 06pasLoB U NEPBUUHbIX AAHHbIX,
1 UCCnefoBaTenn B NpoekTax HaunHakoT ne-
pexoanTb K ux aHanusy (Tanjo, 2021). B 61u-
Xanem byayliem HakonaeHHble pesybTaTbl
aHanMsa 6yayT WMCMNOoMb30BaTbCA AN9 MOAMO-
TOBKM HayuHbIX My6aAMKaLWi, a Takxke 6yayT
BbiIBNEHbI BTOpWYHblE Haxoaku (Amendola
n ap., 2015). 370 3HAUMT, YTO MUCCAedOoBaATENN
OyayT BbIHYXAEHbI CAMOCTOATENbHO, Ha CBOW
CTpax M pUCK NMPUHMMATb peLleHns O Bblaaye
(MW COKPBITUM) CAyYaRHbIX HAXOM0K, BANAIO-
WMX HA 310POBbE YUYACTHUKOB.

B aHr1093blYHON [JOKTPUHE NpPUBOAMTCS
pasjeneHne TEPMUHONOTUM — COMMACHO W3-
NIOXKEHHBIM MOAXOAAM «BTOPWUUHAS HAXOAKA»
(secondary finding) HeCKONbKO OTIMYAETCS OT O/l
HOPOAHbIX MeXAy COBOW TEPMUHOB — «CAy-
yaiHas Haxogaka» (incidental finding) (Tan etal.,
2017) v «<HexenatenbHas Haxogka» (unsolicited
finding) (Koplin, Savulescu, Vears, 2020).
OCOBEHHOCTbIO BTOPUYHOM  Haxoaku ABAs-
eTcs ee NoBOUHbBIV XapakTep MO OTHOLIEHMIO
K OCHOBHOM Lenn uccneposaHus uomatepu-
ana yyacTHUKa UCCNefoBaHns UK NnaumeHTa.
«CnyyalHOM HaXoAKOW» MMeHyeTcs HoBoe
3HaHWe 06 0COBEHHOCTAX OpraHu3ma yenose-
Ka, KOTOpOe BO3HMKN0 6€3 aKTUBHOro nowcka
BpauoM WAM MCCaeoBaTeNemM — Hanpumep,
3aTeMHeHns Ha n3obpaxeHnn MPT uan V3N,
yKasblBatolMe Ha pUCK paka Wav Npu3Haku
KOHKPETHbIX 3a60/1€BaHNIA B OpraHax nauueH-
Ta. Mpuyem BCe NpuBeEHHbIE TEPMUHbBI pac-
CMaTpMBalOTC B HacTosllee Bpems 6Gofblie
B KOHTEKCTE reHeTUYeCKnX cCieaoBaHnii, Tak

Kak reHOM YesioBeKa ABASETCH NPeaMEeTOM me-
OMUMHBI C BONBLIMM KONMYECTBO HEW3BECTHbIX
M yYeHble aKTUBHO 3aHMMATCS OTKPbITUEM
paHee HeW3BECTHbIX TeHeTMYeckux 3abone-
BaHMI 1 ULLYT MEXaHU3Mbl UX pa3Butug (van
der Schoot et al, 2022; van der Schoot et al.,
2024). B pocCUCKMX MCTOUHMKAX Takxke Wc
NO/b3YOTCS NPUBEAEHHbIE TEPMUHBI, UTO OYy-
[leT paCCMOTPEHO HUXKE B CTATbe.

[ng uenen HacToslen cTaTbn BCE yKa-
3aHHble TEePMUMHbI  ByayT MCMO/b30BaTHCS
Kak CUHOHMMMWYHbIE, TaK Kak Mx obliasa xa-
pakTepucTMka — HeoXUAaHHOCTb (B pa3Hon
CTeneHu, HO TeM He MeHee) 0BHapykeHus
LONONHUTENBHOM MHPOPMALMN O 340pOBbE
yenoBeKa, KOTOPYHK WM3HaYasbHO He MaaHu-
pOBaANIOCh aKTMBHO WMCKAThb U He mpejnonara-
JI0Cb, UTO €CTb BEPOATHOCTb €€ 0OHAPYXKEHUS.
IMEHHO XapaKTepUCTMKA HEOXMLAHHOCTH,
CNYYarHOCTU, MO MHEHWIO aBTOpa HaCTOsLLEN
CTaTby, YCNOXHAET MPUHATUE PEeLLeHns Bpa-
4OM O COOBUIEHMMN AAHHON MHbOPMaUUK Na-
LUMEHTY WK O ee COKPbLITUN.

OnpepeneHne BTOPUUHOIA HAXOAKM
B pPOCCMIACKOM HOPMaTUBHOM noJie

MTak, noA TEPMUHOM BTOPUYHAA HAXOAKA
NOHMMAIOTCH 0BHAPYKEHHbIE BpaYamm Uan Nc-
CNeoBaTeNSIMM UMEIOLLMECS Y UesoBeKa 0CO-
GEHHOCTM 3[0pOBbs, KOTOpbIE HE ABASHOTCS
NpUYMHON 3a60M1eBaHNS, C Xanobamn Ha Ko-
TOpoe OH 06pPaTWACS K Bpauy, WK He Npose-
NAOTCH KNMHUYECKM, HO CYLLECTBEHHO MOBbI-
LWIAKOT PUCK Pa3BUTMA 3a60/1€BAHUA Y UesoBeka
B 6yayuiem. MoguepkHeM, YTO BTOPUUHbIE Ha-
XOOKM MOTYT 061aaTb Pa3HbIMW CBONCTBAMM

* OnpedeneHue CydebHol Korrezuu no epaxoanckum deaam BC P® om 21.08.2023 No16-KI23-23-K4. Pexum

https://legalacts.ru/sud/opredelenie-sudebnoi-kollegii-po-grazhdanskim-delam-verkhovnogo-su-

focryna:
da-rossiiskoi-federatsii-ot-21082023-n-16-kg23-23-k4/

> MedepabHblii 3akoH om 21.11.2011 N0 323-D3 «06 ocHogax oxpaHbl 300posba 2paxdaH 8 Poccuiickoii Dedepauuiu».
Pexxum poctyna: https://www.consultant.ru/document/cons_doc_LAW_ 121895/
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1 0BHapyXMBaTbCA B PasfMUHbIX CUTyaLMaX,
YTO CYLLLECTBEHHO BAWAET Ha MOAXOAbl K 3TW-
YecKoW 1 NpaBOBOM WX oueHke. [loa pasHbl-
MW CBOWCTBAMW MOHMMAETCS WX 3HAYMMOCTb
N9 KNAMHUYECKOro COCTOSIHMA  uesoBeka —
naToreHHble BapuaHThl WKW BEPOSTHO nato-
reHHble (@ TakXKe BapyaHTbl HESICHOM KAWHMYe-
CKOA 3HaUYMMOCTK, KOTOPble PaCcCMaTPHBAKOTCA
KaK HEMpPUrofiHble 415 PaCKpbITUS).

BTopuyHble HaxoAKW B KAMHUYECKOW npak-
TVKe 06HAPYXXMBAOTCS Y NALWEHTA, KOTOPbIN
yKe CTpajaeT 3ab0N1eBaHNEM UM UMEET He-
JOMOTraHma 1 obpaTuacs K Bpady Aas nomcka
NpUUMHBI 1 neyeHuns. To ecTb uYenoBeK Haxo-
QINTCS BO B3aMMOOTHOLIEHUAX «Bpay — naLu-
€HT» 1 MOXET 10raiblBaThCsl O TOM, YTO B XO/1€
NpOBEAEHNs aHaNM30B MOryT BbiTb 06HaApY-
XEHbI Kakue-nMbo HebnaronpuaTHole napa-
MEeTpbl 3/10POBbS.

BTopuuHble HaxoAku MOryT BO3HMKATb
Takxke B pamkax yyacTusa AUl B uMccneno-
BaTe/NbCKMX MpoeKTax, XOTA W CBA3AHHbIX
C M3y4YeHVem 370pOBbS Ye/oBeKa, HO Mo3u-
LMOHMPYIOWMX Ceba KaK HayuHble, a He me-
ANUMHCKME. VIHBIMUW CNOBaMU, B KIMHUYECKON
CUTyauun y Bpaua ecTb KOHKpeTHble 0693aH-
HOCTM MO OTHOLWIEHUIO K MALMEHTY, KOTopble
onpejeneHbl 3akoHoAaTeNbCTBOM. B pamkax
B3aMMOAENCTBMA BOJOHTEPA W MUCCAenoBa-
Tens ANg HayuHblx Lenei nogobHele obgasa-
TeNbCTBa NPe/nonaralTCs B Nepayio ovepeib
C TOUKW 3peHUsa 3TUKK, HeXenu pernamen-
TMPOBaHbl 3aKoHamu. bonee Toro, BoNOHTEP
NpUHUMaeT yyacTve B UCCAeNoBaHUN NyTem
nepesaun ceoero buomarepuana u 3anoaHe-
HMA COOTBETCTBYIOLLMX OMPOCHUKOB, aHKET
0 3/10pOBbE B LIEAX PA3BUTUS HAYKK, NS T/10-
6aNbHbIX Lienei: NpeaoCcTaBUTb BO3MOXHOCTb
nccneaoBaTenam y3Hasatb 06 06X 3aKOHO-
MEpPHOCTAX  GYHKLUMOHNPOBaHWA uYenoBeye-
CKOro opraHvama, Npomn3BOANTb MOUCK YacTOT
32601eBaHWiA, BCTPEUAIOLLMXCA B NONYNALUAX,
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a He 419 TOro, UTobbl MOAYUNTL MHMOPMALMIO
0 CBOEM 3/10pOBbE. Takne y4acTHMKM B LLeoM
MOTYT He UCMbITbIBATb HUKAKMX Xan06 Ha 340-
POBbE U IMEHYIOTCS YC/IOBHO 3J0POBbIMU.

3ayacTyto BOMPOCY O XXeNaHWn noayyeHus
BTOPUYHBIX HaXOLOK He yAenseTcs A0MKHO-
rO BHMMaHMS Kak B KAMHWUYECKOW MpakTuKe,
Tak WU B pamkax Hay4Hblx npoekToB. OaHako
B MEPBOM C/ly4ae, Mo Hallemy MHEeHWIO, y4acT-
HUK C Bonblel BEPOATHOCTbIO CaM CNoCcobeH
NpeanoNoXuTb, UTO eMy MOXET ObiTb CO06-
weHa Takasg nHdopmalms, Toraa kak ycloBHO
3/10POBbIN BONOHTEP HaYyYHOrO NPOEKTa 3TOr0
COBCEM He OXMAAET.

B 3akoHopaTensctBe Poccuiickont Meaepa-
UMV TEPMUH BTOPUYHAS Haxoaka Uan ero aHa-
JIOTW YNOMMHAKOTCS TOIbKO B MOA3AKOHHbIX ak-
Tax. AHanornyHaa cutyauns n B 3apybexHbix
CTpaHax C 6onee pa3BUTHIM 3aKOHOAATE/b-
CTBOM B 061aCTW BUOMEANLIMHBI U HOBbIX TEX-
HoMOMMIA 34paBoOOXPaHeHns. B HOpMaTVBHbIX
aKTax B pOCCMICKON CncTemMe NpaBa yallle Bce-
ro BCTpeYyaeTcs TEPMUH «CyuyaliHble Haxoa-
KW», YTO TakKe OTpaXkaeT UX CMbIC/. B pesynb-
Tate aHanaMsa KAMHWYECKMX peKoMeHAauni,
LlencTByoWMX B Poccunm, aBTopoM HacTosLewn
CTaTbl 6bl10 0BHAPYXEHO, UTO paa Takux
[IOKYMEHTOB, BbINYLWEHHbIX MO KOHKPETHbIM
HO30/10TUIM, UMEET YNOMUHAHME BTOPUYHbIX
NAN CAYYaHbIX HAX0A0K, OAHAKO He npeanu-
CbIBAET KOHKPETHblE AENCTBUS NPaKTUYECKOrO
xapakTepa (Tabn), Tak xe Kak U He peliaeT
3TUYECKMX W MCUXONOTMYECKMX Npobiem co-
06LLEHNS Takoi MHGOPMaLMK NALMEHTY.

MpviBeféHHble B TabauLe NpUMepbl peko-
MeHAAUMA MOApa3fensdloTcs Ha ABa BuAa:
opobpeHHble MuH3apaBom Poccun 1 peko-
MeHAAUMN NPOGECCOHabHBIX COOBLLECTB,
He npouwealine npouesypy YTBEPXAEHUS.
[lepBble VMEIT tOpUAMYECKYD CUay (XOTS
[0 NPUHATUS COOTBETCTBYIOLLErO onpejaene-
Husg BC PO Takoi noaxoa cuntancs CnopHbIm
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T(Z@/\MWZ. CnUcok KAUHUYECKUX pe/<0/v|eHaal4ua, UMeUUX YNOMUHAHUe MepMUHAG «8MopuuHasa HAX00KA»

UAU €20 aHaA0208, delicmeyouiux 8 Poccutickoti Pedepayuu

HaumeHoBaHue AOKYMEHTa

YnomuHaHue TEPMUHA

KnnHnueckne pekomeHaaunm «310Ka4ecTBEHHbIE HOBO-
O6paSOBaHMQ NnoYyek, MoYeYHbIX TOXaHOK, MOYETOUHMKA,
APYTNX N HEYTOYHEHHbIX MOYEBbLIX OPraHoOB», 2020 T.

Y1BepxaeHsl Munsapasom Poccum

HaumnoHanbHoe O6LLLeCTBO AETCKUX reMmaTtonoros, OHKO/10IoB.

YNOMUHAETCA, YTO OMYX0/b MOXET BbiTh
cnyyanHom Haxoakon npu Y3

Has anctpodus dioweHa. Mporpeccupytolas MblleyHas
anctpoodus bekkepa», 2023. Accoumnansg MeanLMHCKNX
reHeTnKoB. YTBepxaeHbl Mun3apasom Poccuun

KnuHuyeckune pekomeHaaumnm «Mporpeccupyiollas Mbllied-

YnomuHaHue TEPMMHA. He O6'bFICH9I€TCFI,
KaK LenCcTBOBAaTh B cnyyae O6Hapy>KeHl/l9l

KnnHnueckne pekomeHaaumnm «/leyerne 60/bHbIX C Ka-
BEPHO3HbIMU ManbGopMaLMaMy LLEeHTPaNbHOWN HEPBHO
CUCTEMbI», 2014. Accoumanmns Hempoxmpypros Poccun

YnomuHaHue tTepmmHa. He o6bscHaeTcs,
KaK 1e/CTBOBATD B C/ly4ae 06HAPYKEHMS

KnuHnueckne pekomeHpaumm «lnarHoctvika n neyeHne
VHTpameaynnapHbIX ONyxonemn CIMHHOMO Mo3ra», 2014.
Accounaumns Herpoxnpypros Poccuu.

YtBepxaeHsl Munsapasom Poccum

YnomuHaHwve TepmuHa. EcTb pexo-
MeHAaLLmMK, 4TO NALMEHTOB, Y KOTOPbIX
obHapyxeHa ciyyaitHaa HaxoAKa,
HEobX0AMMO Hab/KAaTb U MPOBOANTD
KOHTPONbHY0 MPT Kaxable 6-12 mec.

Knunnueckne pekomeHaaunm «/HUmMAeHTanoMa Haano-
UeYHUKOB», 2015. O6LLeCTBEHHAS opraHumsaumg «Poccumin-
CKag accoumaung sHA0KPUHONOTOB».

Wuunaentanoma (incidental —sHesan-
HbI, CyYarHbIN) HaAnoYeuHKa —
3T0 06pasoBaHue HaanoveyHmka(-os),
BbISIBNEHHOE NPV BU3YaNn3npytoLlem
06cnea0BaHK He Mo NoBo/Y NaTono-
TV HaZLNoYeyHnKa, a B CBA3M C ApYrn-
MU NPUYNHAMM.

LlOKYMEHT 9BNSETCS «MHCTPYKLME»
nns Bpaveit. C TOUKM 3peHNS MeANLMHbI
OMWCbIBAET, KaKMe aHaNn3bl Ha3HauaThb,
YTO B LLE/IOM SIBNSETCS HOPMa/bHbIM
[L1S1 TaKoro poAa 0Ky MeHTOB.

He onwucbiBaeTcs Nops a0k coobLLeHNs
1 NOpAAOK NOBeAeHMS C NALMEHTOM

KnnHuyeckme pekomeHaaumnm «<Heiipobnactomar, 2023.
HaumoHanbHoe 061LecTBO AETCKMX reMaToNoroB, OHKO/O0-
roB. YTBepxaeHbl MuH3apasom Poccum

YnomMuHaHue TepMUHa: <KanHUYe-
CKas KapTHa MOXET BapbnpoBaTb OT
6eCCMMNTOMHOTO TeUeHUs — IBASTbCS
CNy4anNHOM HaxOLKOW Npw NpOBeLEeHNM
AycnaHcepHoro 06ceA0BaHNa Um
06cnef0BaHNs MO NOBOAY APYrOro
3aboneBaHus»

Lex Genetica. 2024. Volume 3, No. 3. 74-92

| 79 |



EnnsaBerta K. MockoBkMHa

ﬂpaBoaoe N 3TNU4YeCKoe perynmpopaHue COO6LIJ,eHVIR BTOPUYHbIX HAXO040K

B [IOKTPVHE 1 NPUBOAWACA Psifl apryMeHTOB,
YTO KAMHUYECKME peKOMEHAALIMN He 9BASHOT-
€ HOpMaTUBHO-NPaBOBbIMMK akTamu (V1BaHOB,
2023)), BTOpble — HE UMEeT HpUANYECKON
CWUAbl, NpeacTaBasioT coboit noaxoA, chop-
MWPOBaHHbI  NPOGECCMOHANbHBIM — CO06-
WeCTBOM, W SBASIOTCA  «MpeTeHaeHTaMn»
Ha MofydyeHWe cTaTyca HPUANYECKM 3HAUN-
MbIX OKYMEHTOB.

B HepaBHem onpeseneHun® BC PO 6bino
[laHO pas3biaCHEHMe, UTO KAWHWYeckue pe-
KOMEeHAaUuW  gBASIOTCS  06s3aTebHbIMM
N1 UCNONHEeHWs Bpadamu. Ho aaxe Hannume
OPUANYECKON CUAbI 1 0693aTENLHOCTH UCMO-
HEHNA KNMHUYECKNX PEKOMEHaLMiA Bpadamu
He pelaeT BCl Npob6AeMHOCTb B3aMMOOTHO-
WEHMA NO NOBOAY BblAAUYN BTOPUUHbBIX HaXO-
nok (Jemunkosa, bapaHosa, 2022). Bo-nepBbiX,
NOTOMY UTO XOTA 0b6s3aTe/ibHble An8 Bpauyei
KAVHWYecKkMe pekomeHauum He coaepxkat
B cebe peanbHOro nnaHa AeincTemnii Anga Bpaya
1 He NPeannCbiBatoT NOPs/A0K pearnpoBaHums
Ha HaxoAKy (UTO nMpeacTaBAeHO B TabaWLe).
Bo-BTOpbIX, K/AMHMYECKME —pekomMeHaaumn
06g3aTeNibHbl A9 MPUMEHEHMS  Bpavamu,
a He wccnegoBatendamu, paboTalolLMMKn, Ha-
npumep, B 061aCTV reHeTUKM UK BUONOTN.

Hawbonee 6113Koe MO CMbICy HOPMATMB-
HOe peryanpoBaHue BOMpOCa B KOHTEKCTe
MeAVLMHBI, MO Hallemy MHEHWI, U3/10KEHO
B CT. 22 ®eaepanbHoro 3akoHa ot 2111.2011
No 323-03 «O6 0CHOBax OXpaHbl 340POBbA
rpaxaaH B Poccuiickoin @enepaummny’ (nanee
no TekcTy — P3-323). CToUT OTMETUTB, UTO yKa-
3aHHbIn P3-323 peryanpyeT oTHoLleHUs B 06-
NacTVi MeAMUNHBL. B paccmaTprBaembix Bbillie

B CTaTbe CWUTyaumax OBHapy>KeHus BTOpWY-
HbIX HaX0/lOK B XOA€ HayUHbIX NCCNeA0BaAHNI
JaHHbIE NMONOXEHNS MOTYT BbITb MPUMEHNMbI
JWLb MO aHanorMmn npaea BBMAY OTCYTCTBUA
NPsIMOIA HOPMbI 32KOHA, Perynnpytoulein KoH-
KPETHYI cuTyaumio. Takxe CTOMT OTMETUTb,
UTO B TaKMX C/yyasx, Mo Hallemy MHEeHMIo,
PO/b 3TUKM TMOBbILIAET CBOE BAWAHME, Tak
Kak hakTMyeckyu akTbl MSrkoro npapa ycTa-
HaBAMBAIOT MPUMEHWMbIE «NPABUAA UTPbl».

Jo6poBonbHoe MHGopMUpoBaHHOE
cornacue v BTOpUUYHbIE HAX04KM B K/IMHUKE
PaccmatpuBaemas cratbs 22 @3-323 pac-
KpblBaeT MpaBo MalMeHTa 3HaTb UHPOpMa-
LUMI0 O CBOEM 3J0POBbE, TEM CaMblM BO3/1a-
ras Ha Bpaya 06s3aTeNbCTBa N0 COOOUEHMIO
MHGoOpMaumuK nauveHTy. pu 3ToM 06bem
CBEeAEHWI B AaHHOW CTaTbe HE pernameHTu-
pyeTcq, Tak Xe Kak W nopsaok coobuieHus
Takon wHdopmaumm. CneunmduUHoOCTb UH-
dopmaumn, cocTaBagoLLet BTOPUYHYIO Ha-
XOAKY, He yuTeHa. B cTaTbe yKkaszaH obuiuii
noaxon 6e3 BHUMaHMA K dacTHocTam. Che-
AyOWWIA NYHKT paccMaTpyvBaeMOon CTaTby
22 [NONONHAET NOAXOA TEM, YTO YyKa3aHHaA
MHbOpMaUMa He MOxeT 6biTb coobuleHa
NpoTVB BOAM NauumeHTa. B cuTyaumsx, kor-
[a NauMeHT cTpajaeT cepbesHbiM 3abone-
BaHWEM ¥ CyLLeCTBYyeT BEPOSTHOCTb ObHa-
PYXEHWUS KpaWHe HeraTuBHbIX CBEeAeHWUN
(Hanpumep, Npu Heusneuymmbix 3abone-
BAHMAX WM MpU Ha3HaYeHWu Wb nanima-
TUBHOTO JleYeHns), NauneHT AoKeH ObiTb
SMOUMOHaNbHO MOAFOTOBAEH BPavyoM, eMy
npeanaraeTcs Bblpa3nTb CBOK TOTOBHOCTb

¢ VIHopmMauyua 0A9 npUHamug peuieHull @ cedsu ¢ npoeedeHUueM NoAHOZEHOMHO20 Cek8eHUpOBaHUs. Pexmnm
LOCTyna: https://genetico.ru/wp-content/uploads/2021/08/Soglasie-Genom-prilozhenie_6_YUL 12.08.2021.pdf.

7 IHbopmaLms Ansg NpUHATUS peLleHnii B CBA3M C NPOBeAEHNEM MONHOTEHOMHOIO CEKBEHMPOBAHMA.
AO «LleHTp leHeTukn n PenpoayktusHoin Meanumnsl «TEHETKO». Pexxum poctyna: https://genetico
ru/wp-content/uploads/2021/08/Soglasie-Genom-prilozhenie_6 YUL 12.08.2021.pdf.
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M pasbacHgeTCcs ero npaBo 0TKa3aTbCd
3HaTb HeraTVBHble CBEAEHUS.

Cneunduka Takoro poja uHbopmaumm
0 340pOBbE, KakK BTOpPUYHASA HAXOAKA, YC
JIOXKHSIET CUTYaUMO U BbIBOP peKkoMeHaaLni
[ 3TUYHOTO NOBEAEHNS BpadaTem, YTo Takas
HaXo/Ka MO CBOEN CyTU ABNSETCS HEOXMAAH-
HOW, CNyyanHoW. bonee Toro, oHa sBASETCA
CNYYaNHOM W ANS nauueHTta, u Ans cneuna-
MCTa 34paBooxpaHeHuns. KpalHe ckyaHoe
pacCMOTpeHWe Tembl Kak B PYCCKOSI3bIYHOM
[OKTPUHe, Tak W B akTax npodeccmoHab-
HOro BpayebHOro coobllecTsa YyKasbiBaeT
Ha TO, YTO Bpay He Bcerfa roToB NpaBMibHO
cpearvpoBaTb B CUTyalun 06HapyXeHNs BTO-
PUYHOM HaXOAKM, a Takxke MeAWLMHCKMe op-
raHM3auum He Bceraa obpallaloT BHUMaHWe
Ha COOTBETCTBYIOLLMIA pa3fieN B AOKYMEHTAX.

Mo MHeHMIo aBTOpa, Hanboee KOPPEKTHLIM
NOAXOAOM SBASIETCS BK/OYEHMNE COOTBETCTBY-
tollero 610ka MHGOpMauun B 40BPOBO/bHOE
nHdopmmnposaHHoe cornacne (ganee — AMC)
UM B MHOOPMALMOHHbIA UCTOK MNalMeHTa,
asnatowmincg npunoxeHnem Kk ANC. OpHako
B dopme [INC, pekomeHaoBaHHOrO MuHMCTEP-
CTBOM 34paBooxpaHeHus Poccun ans npume-
HEHWS MeANLMHCKUMU yUpexxaeHnsIMI®, cooT-
BETCTBYIOLLMIA pa3fieN He OTPakeH.

Mpn 3TOM KOMMepyeckue opraHusaumn,
pabotatouine B Poccn B 061aCTh reHETUKM,
BK/tOYAOT B AOKYMEHTALMIO ANs NauueHTa
MHbOPMALMOHHbIE BNIOKM O MOHATUN BTOPUY-
HbIX HAXOZOK M WX 3HAYeHUW ANs yenoBeka
NpY NPOXOXAEHUW FeHeTNYeckoro TecTMpoBa-
HMS. Takke KOMMepuyeckme KOMMNaHWK yKasbl-

BAIOT, YTO MaLMEHT BNpaBe 0TkasaTbCst OT NOsy-
ueHMs TaknUxX HaxoAoK, uTo, MO Hallemy MHEH MO,
ABNSETCS HaWyuLlen NpakTUKON, Tak Kak npe-
[OCTaBASET NaUMeHTY BO3IMOXHOCTb B MOHOW
Mepe BOCMO/b30BaTbCs CBOMM MPaBoM’.

B 3apybexHoi nutepatype Takxke ykasbl-
BAETCS  MPUMEHMMOCTb  «AMHAMUYECKOTO»
cornacug, Koraa 4enoBeky npeaocTaBaseTcs
MOMHbIA MepeyeHb CBEAEHWIA, KOTopble MO-
TyT 6biTb OBHAPYXEHbI Y HETO MpU yuacTuu,
Hanpumep, B reHETUYECKOM WCCAefoBaHNM.
YUacTHMK CaMOCTOATENbHO BbIGUPAET, KaKyto
MMEHHO MHGOPMALIMIO OH FOTOB MOAYYNTh. Ha-
npumep, BOAOHTEP MOMPOCUT MpeaoCcTaBUTb
emMy CBEAEHNs 06 OHKONOrMYECKMUX puckax,
HO OTKaXeTcs Moay4yaTb CBEAEHWUS O reHeTu-
UeckMX BapuaHTax, BAMSIOLLMX Ha poOXAeHue
neteit. Takum 06pasom, yuacTHUK «ynpasBaa-
eT» NoNyYeHnem CBeeHNit 0 CBOEM 310POBbE
M MOAMUCHIBAET [OKYMEHT [eNCTBUTENbHO
OCO3HAHHO W Byayun MHOGOPMMPOBAHHbIM
(Muller, 2023).

Cutyauns coobuieHns HebnaronpuaTHom
MHGOPMALMM O COCTOSHMM 310POBbS ABASETCS
MCUXONOTMYECKM CIOXKHOW KaK ANs nauneHTa,
Tak ¥ AN9 MeANLIMHCKOTO paboTHMKA, UTO NMOA-
TBEPXKAal0T HayuHble My6anKaLum B 06nacTy
MeanunHcKon geoHtonorun (Monden, 2016;
Back, 2002) n 0 uem CBWAETENLCTBYIOT He-
KoTOpble ®pasbl, MCNONb30BaHHbIE B HOP-
max npasa («B cnyuae HebnaronpusTHOro
nporHosa passuTug 3abonesaHns WHOOp-
maums Ao/XHa cooblatbca B AeMKaTHON
dopme..»° — ykazaHo B P3-323). B Heko-
TOpbIX WCTOYHMKAX MpeasaraeTcss BHECTU

¢ DedepanbHbili 3aKoH om 21.11.2011 No 323-D3 «O6 0cHo8ax 0xpaHbl 300poged epaxdat 8 Poccutickoii Dedepauuiu».
Pexcum foctyna: https://www.consultant.ru/document/cons_doc_LAW 121895/d2872d82b3b26ca307971f590ce

02dd37f71cafc/

? KoHgeHUus 0 3auiume npag u 00CMOUHCIMGA YeA08eKa @ C83U ¢ NpUMeHeHUeM dOCMUXeHU T 6U0A02UY U MeOUUUHDI:
KoHeeHyusa o npasax uenoseka u ouomeduyuHe. Osbedo, 4 anpeaq 1997 200a. Pexum focTyna: https://rm.coe.

int/168007d004

19 European Society of Human Genetics. Available at: https://www.eshg org/home
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V3MeHEHWs B 3aKOHOAATENbCTBO, MPeAoCTaB-
N9 Bpavy 60/1bLLYI0 POb B MPUHATUM peLIEHNS
0 COOBLLEHNN HEraTUBHbIX HOBOCTEN MaLMeH-
Ty, B TOM UMC/le AaTb BO3MOXHOCTb CKpbIBaTb
Takyto nHdopmaumto (bapunros, 2013).

Takoe npeanoxeHue — CBMAETENbCTBYET
0 BO33pEHMIX HEeKOTOpbIX aBTOPOB Ha na-
TEPHANNCTCKYIO MOAENb B3aWMOOTHOLLIEHNIA
«Bpay — MauMeHT» Kak Hambonee yaauHyio.
Mpoaonxas 3Ty N0rMKy, Bpau-reHeTuk byaet
BNpaBe NpUHMMATb CaMOCTOATE/IbHOE peLle-
HWE O COKPbITUM CYUARHO 0BHAPYXKEHHbIX Ma-
TOreHHbIX BapnaHTax B reHax uenoBeka, umes
BeCKVe OCHOBaHWS nonaratb, Y4To 3Ta MHGOpP-
Malus NpUHeceT eMmy MopajibHble CTpajaHuns.
Ho Tem cambiMm Bpau 6yaeT NpuHMMaTh pelle-
HVe, CYLIEeCTBEHHO BAMAIOLLEE HA MHTEpeCh
1 3[0pOBbE He TONbKO MauWeHTa, HO U ero
POACTBEHHWKOB, Tak Kak 60Mbliag YacTb 06-
Hapy>KEHHbIX O0COBEHHOCTEN reHoma yKasbi-
BaeT Ha TMOBbILIEHHbIA PUCK OBHAPYXEHNS
3260/1€BaHNA, B TOM UMCae Y POACTBEHHMKOB
uenoseka (MockoBKMHa, 2023), a Tak>ke cylie-
CTBEHHO BAUSET Ha pelleHuns B obnacTv nna-
HVMpoBaHMa cembn 1 aetopoxaeHns (Cyxux
nap., 2024).

Mo Halemy MHEeHW, NOAXO[ O CamMOCTO-
ATENbHOM pELleHUN Bpaya O COOBLLEHWUM
UK COKPLITUM MHBOPMALIMM O 340pPOBbE Na-
LMeHTa 6e3 yueTa ero MHeHWa MOXeT ObiTb
noABeprHyT Kputuke. EaMHONMYHOE pelle-
HWe Bpaya B Takoi CUTyaLMM MOXKET BbiTb He-

06BLEKTUBHBIM W MPOTUBOPEYALLM WHTEpE-
cam nauveHTa, B NepByto ovepe/b No NpuumnHe
OTCYTCTBUS  Kakoro-nnmbo UHCTPYyMeHTapus,
NOMOrarLLEero Bpayy npuHUMaTh Takoe pelue-
Hue. Mo MHCTPYMEHTapuem UMETCS B BULY
KAMHWUYECKME pekoMeHAaLWK, yaenstouime
NOMKHOE BHUMaHME BTOPWYHLIM HAaXOAKam
WU CMIUCKY BTOPUYHBIX HAXOA0K, PEKOMEH Y-
eMbIX K COOBLLEHMIO, MO aHANIOMNM C CYLLECTBY-
oMK pekomeHaaLmsamMn 3a pybexxom (Miller
et al, 2022). Mpu 06Hapy>XeHWN CayYaiHbIX
HEeraTMBHbIX HaXOMOK Bpauy BakHO onpese-
JINTb MCUXONIOTUUECKOE COCTOSHME MauneHTa,
HO TakXXe BaXXHO M MpeaocTaBUTb emy npa-
BO BbIPa3WTb CBOE XENaHWe WK HexenaHue
3HaTb MHMOPMALMIO O €r0 310POBbE W MpOBe-
CTV COOTBETCTBYIOLLEE NHDOPMUPOBAHNE.

Mo MHEeHW0 aBTopa, MO BO3MOXHOCTW He-
06X0AMMO  YUUTbIBATb CEMENHbIE, KYNLTYp-
Hble U PeSMIMo3Hble YOeXAeHMs YUaCTHUKOB
NpU Bbldaue BTOPWUUHBIX HAXOMOK, a TaKXkKe
HEOOXOAMMO YUUTbIBATL, OTHOCUTCS N NaLy-
EHT K YA3BUMbIM KaTeropuam. Takue rpynfbl
NaUMEHTOB HYX[AatoTca B AOMOAHUTELHON
3alMTe, U MX peakuum Ha cooblleHne Hera-
TUBHOM UHbOPMaLLMK, Tem Bonee 0bHapyKeH-
HOW HEOXMAAHHO, MOTYT OT/AINYATLCS OT MoBe-
[EeHNs NauneHTa, He OTHOCSLLErocs K Takum
rpynnam. PekomeHaauuy no CooBLIEHNMIO
0 BTOPUUHbIX HAaxoAKax, CHOPMYNNPOBaHHbIe
3a py6exKoMm, HalleseHbl Ha coobLeHne Takmnx
CBEAEHWI «PalMOHANbHOMY MaUMeHTY»".

" Mockosckoe 00uecmeo MedUUUHCKUX 2eHemukos. (2022). PekomeHdauuu no MeduyUHCKoMy conposoxde-
HUKO  NAYUEHMO8 ¢ 8epUUUUPOBaAHHLIMU  (N00MBePKAeHHBIMU) HACAEICIMBEHHLIMU  NYX0BbLIMU  CUHOPO-
MAMU U Ux podCIMGeHHUKO8 C 8bIT8AEHHON NpedpacnoAOKeHHOCMbIO K pa3eumuto OHKOAOZUYeCKUX 3a60Ae-
8aHUll. Pexum pocTyna: https://mosgenetics.ru/wp-content/uploads/2014/05/%D0%A0%D0%B5%D0%BA

9%D0%BE%D0%BC%D0%B5%D0%BD%D0%B4%D0%B0%D1%86%D0%B8%D0%B8-%D0%BF%D0%BE-

%D0%BC%D0%B5%D0%B4.-%D1%81%D0%BE%D0%BF%D1%80%D0%BE%D0%B2%D0%BE%D0%B6%D0

%B4%D0%B5%D0%BD%D0%B8%D1%8E-%D0%BF%D0%B0%D1%86%D0%B8%D0%B5%D0%BD%D1%82

%D0%BE%D0%B2-%D0%91%D0%A0%D0%9E%D0%A8%D0%AE%D0%A0%D0%90_compressed.pdf
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BropuuHble HAX0A KM B paMKax
ucc/iefoBaTe/IbCKUX NMPOEKTOB

MaTepHanaucTckas moaenb Npu obHapyxe-
HUW CAyYalHbIX HaxO4OK MOXET paccmaTpu-
BaTbCS M KPUTMKOBATLCS B MEPBYID OYepesb
B KOHTEKCTe obpalleHus nauyeHTa 3a nomo-
WblO B KJAMHUYECKOW MNpakTuke. Tak ee pac
CMaTpMBalOT B BUO3TUUECKON KAaCCMUecKon
nokTtpuHe (Veach, 1972; Emanuel, Emanuel,
1992). Ecnn paccmatpuBath MOAHATYIO Mpo-
67eMy B pamMKax HayuHblX WCCAeA0BaHWNA,
He MpUXOAMTCS TOBOPUTL O MOpaibHOM A0A-
re MCCAenoBaTens «mo-poauTenbCki» 3abo-
TUTbCA 06 yuacTHMKax uccnenosanns (duty
of care), kak Toro TpebyeT natepHasmcTCkas
mofenb. Takume B3aMMOOTHOWEHWS Cylle-
CTBEHHO OTMYAOTCS OT MHAMBUAYAbHOIO
MeANUMHCKOrO KOHCYbTMPOBaHMS MO psaay
MpU3HAKOB: B MePBY0 ovepeb MO NpUUnHe
TOro, YTO YYaCTHMK BCTYNaeT B UCCaeoBaHNe
NS pasBUTUS HayKW, He oXuaas noayunTb
Kakyl-To BbIrogy (HemaTepuaibHylo B TOM
yucne) ot ydactus B mccnefoBaHuun. [onon-
HUTENbHO — WCCneaoBaTebCkie MPOeKThl
B OOMbLINHCTBE CBOEM HaLENEHbl Ha M3yue-
Hue 3a60/71eBaHNg, €ro pasBUTUA W MPUUMH,
UacToTbl BCTPEUAEMOCTM B MOMyASUMN B 06-
wem, Torga Kak MmeamUmMHCKOe KOHCYNbTUPO-
BaHMe HaleNeHo Ha M3yueHue 3aboneBaHns
MMEHHO Y MauneHTa Ang nocnedytouein no-
MOLLN emy.

CToWT N1 roBOPWTb, UTO 3aKOHOAATENLCTBO
npeabsBAgeT MeHblle TpeboBaHui K uccie-
[l0BaTeNsM, OCOBEHHO Koraa HayyHoe uccie-
[IOBaHVE He HeceT HUKaKMX PUCKOB 3[0POBbO
[ YYaCcTHUKOB (MCCnefoBaHve He sSBaseTcs
KAMHWYECKUM; He SBNSeTCS MHTepPBEHLMOH-
HbIM, HE MpeAnonaraeT BMelWwaTensCTBO B 340-
pOBbe W OpraHu3m yuacTHuka). OaHako 06-
WeCTBEHHOCTb MMeeT HeKoTopble OXMAaHMS
OTHOCUTE/IbHO MpOosiBAeHNs 3a60Tbl 06 yyacT-
HUKax faxe oT uccneposatenein (Appelbaum

et al., 2015). BONBLWMHCTBO COLMONOTMUECKMX
cTaTeil, B KOTOPbIX MPEeACTaBAfETCH OleHKa
XeNaHus yUacTHMKOB HayuHblX MPOEKTOB Mo-
NIYUYUTb  Kakme-1nbo pesynbraThl, Mnokasanm,
uTO BOMBLINHCTBO MOAEA XOUET MONYUUTbL pe-
3yAbTaTbl HE3aBMCUMO OT MX KJAMHUUECKON A0-
CTOBEPHOCTM W AanbHellen NpuMeHMMoCTm
(Murphy et al, 2008; Townsend et al., 2012;
Jelsig et al, 2015). Camu uccnegosatenu Tak-
e UyBCTBYIOT CBOM MOPasbHbIA AOAT MOMOYUb
YYaCTHMKaM, JOBEPUBLIMMCS UM 1 Mepeaas-
WM CBOW BromaTepUanbl 1 CBEAEHNS O CBOEM
3[0pOBbe A9 06LLero 6aara u pasBUTAL Hayku
(Christenhusz et al., 2013). Tem 6onee yTo y Uc-
cnefoBaTesiei BO3HWKAET HOBOE 3HAHWE 0 3/10-
POBbE YYaCTHWUKOB WCCAEA0BAHMIA, KOTOpOE
MOXET BbITb MONE3HO TAKUM YYACTHUKAM.

Apyrve aBTOpbl OCMapuBaroT TakoW MoA-
X0/: <TaKoe ybexaeHne CUrHaan3mpyeT o ToMm,
UTO YENOBEK He 10 KOHLA MOHUMAET, UTo BAeYeT
3a cob0oit yyacTue B UCCAEA0BAHNM 1 UTO 9BNS-
eTCs 3TUYECKOW MPeAnochiiKoi ANg yyacTua
B HayuyHOM mccaepoBaHum» (Blasimme et al,
2020). VimeeTcs B BUAY, Y4TO NPpU OpraHm3aumm
Hay4YHOro MccnefoBaHng HEOBXOANMO AOMXK-
HbIM 06pa3oM MPOMHGOPMUPOBATL YUaCTHN-
Ka O Lendx v 3ajavax HayuyHoro uccieposa-
HWA WU NPU JOMKHOM PasbACHEHWM YUACTHUK
JOMKEH MPUHATL pelleHne 06 yuacTn B UG
CNefoBaHMUM Ha OCHOBaHMW MOTMBaLMK Ge3-
BO3ME3/[HOM0 y4yacTus AN8 PasBUTUS HayKu
1 B MHTepecax 06LecTBa, HO HUKaK He Ans no-
NIYUYEHWA INUHOTO MEAMLIMHCKOTO KOHCYLTU-
pOBaHMA. I ecain y yyacTHMKA BCe elle oCTa-
0TCA HaJeXAbl Ha MojyYeHue Kakon-nmbo
MeANLUMHCKOM 0BpaTHOM CBA3W, TO 3TO Heao-
paboTka OpraHM3aTopoB MCCAefOBaHMS, KO-
TOpble BBE/IM BONOHTEPA B 3261y aeHWe, 1aB
emy Heob0CHOBaHHblE HAAEX b,

Mpn 3TOM Henb3s BHOBb HE yKaszaTb Ba-
HEMLWWIA B KOHTEKCTE COOBLLIEHNS BTOPUUHbIX
Hax0[40K MOMEHT: BTOPWUHblE HAaXOAKM 3aua-
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CTYI0 MOTYT UMETb CYLLECTBEHHOE BAMAHME
Ha XW3Hb 1 3J0POBbE YYaCTHMKA B BYAyLLEM,
W paHHee 1x obHapyxeHue n npodunakTude-
CKue aencTema (KOTopble BO3MOXHbI U PeKo-
MeHIO0BaHbl B psae Clyyaes) CHUXAIOT Bpes
3[10POBbIO 1 YYULIAIOT COCTOAHME YYACTHMKA.
Takum o6pasom, cooblieHve WHbopMaLm,
ABNSHOLLENCH BTOPUYHOM HAXOLKOW, MOXET
ObITb 3HAUMMbBIM 419 NaumeHTa. To ecTb CO3-
[aeTcs cUTyauus, Koraa y uccienosateneit
«NOBOYHO» HaKaNIMBAKOTCA AaHHbIE, KOTOPblE
NOTEHUMANBHO LEHHbI AN ydacTHuka. [pu
HaAWUMK XKENAHWUS YUaCTHWKA 3HATb MOTeH-
LMaNbHO BaXKHYO A/1s €ero 3J0poBbs MHGOP-
MaLmio, a Takxe npu OTCYTCTBUM CEPbEe3HbIX
TpyAo3aTpaT CO CTOPOHbI WCCAenoBaTenei
BblJaua BTOPWUHbIX HAXOAOK MOXET foka-
3aTbCs NOTUUHOM 1 obocHOBaHHOM. OaHaKo
BblJaua TakMX HAXOAOK MPOMCXOAMT Hanps-
MYIO MauMeHTy, KOTOPbI ABASETCa Hemnpo-
beccroHanbHbIM Cy6HEKTOM B3aMMOOTHOLLE-
HWIA, HO W MCCNeaoBaTeNb B TAKOM CUTyaLMm
He Bceraa 0bnaaaeT AOMKHbIMU KOMMETEHL-
AMK Mo COOBLLEHMIO Takol MHdopMauun (Mc-
cflefioBaTe/Ib— He BCeraa Bpay; OH MOXET ObiTh
61OMHGOPMATUKOM AN BUONOTOM, HE UMEID-
LM BO3MOXHOCTW KOHCYNLTUPOBATh). VIMeH-
HO CreunanbHO 0ByUeHHbIA YeNoBeK, KAUHN-
LIMCT, CNOCOBEH 1 BNpaBe MHTEPNPEeTUPOBaTh
NoYyUYeHHble aHHbIe U KOPPEKTHbIM 06pa3om
JOHOCWTb WX [0 Y4aCTHMKA MCCAefoBaHNS,
UTO  ABASETCS MPaKTUUECKON CIOXKHOCTbIO
npy opraHv3aluy COOBLLEHUS CAyYaHbIX
Hax0[0K B HayUHbIX MPOEKTaXx.

BOMbWWHCTBO  MCCNeoBaTeNbCkUX — Na-
6opaTopuii He akKpeaMTOBaHbl ANs npeao-
CTaBNEHWUA PEe3yNbTaToB, KOTOPblE  MOXHO
6bI10 Obl MCMOAL30BATb ANS MPUHATUA KAK-
HUUYECKUX pelleHnit. JloCTOBEPHOCTb reHe-
TUYECKUX BapMaHTOB, BbIABAEHHbIX C MOMO-
b0 MOMHOTEHOMHOTO  CEKBEHMPOBAHNS
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B MCCNeAoBaTeNbCKMX MPOeKTax, a Takxke
pe3ynbraTbl  MHTepnpeTauuMm Takux AaH-
HbIX He gBASIOTCA AO0CTAaTOYHO HAAEXKHbIMM
Q19 TOTO, UTOBbI O HUX MOXHO 6bIN0 CO0bLLATH
uenoBeky Hanpsamyto. 1N NpUHATUS pelleHns
nauneHToM O fedyeHnn 1 npodunakTuke no-
C1e NONYYEHMS AAHHbIX O ClyYaHOW Haxoake
HeobX0AMMO MPOBOAMTL BaNMAALMIO B ak-
KpeanToBaHHbIX nabopatopusx (B Tom umncie
1 anbTepHaTUBHbBIMU METOJAMN — CEKBEHWPO-
BaHMeM no CaHrepy), NPOBOAMUTL OLEHKY KAU-
HMYECKON AOCTOBEPHOCTM C MCNOb30BAHUEM
pe3ynbTaToB MHbIX MokasaTtenein (Hanpumep,
BUOXUMUS KPOBM) M MX COBOKYMHOM 3HAUYNMO-
CTU, UTO MOXET BbiTb KAUECTBEHHO BbIMOAHE-
HO TO/IbKO C KOMMETEHTHbIMK CreuvanmcTamm
meaunumHckoro npodung (Jarvik etal,, 2014).

OTaenbHOro paccMOTpeHus Takxke 3acny-
XMBaOT UCCnefoBaTebCkie NPOeKThl, B KOTO-
pbix Griomatepuansl Man npoduan ¢ undpo-
BOY MHGOPMALMEN) YHACTHUKOB 06E3/IMUeHb
N XPaHATCS MOMHOCTbIO aHOHUMMHO, TO €eCTb
nepcoHasbHble AaHHblE W KOHTaKTHble AaH-
Hble YYaCTHMKOB YHMUTOXEHbLI 6e3B03BpaT-
Ho. B Takom cnyuae y uccnepoBatenein Bce
Tak Xe HakanavMBatoTCs AaHHble O HaxoaKax
1 N0 NPUBEAEHHOW Bbille NOrVKe NOsBASETCS
MOpasbHoe 0643aTeNbCTBO U «BpeMa 3HAHUS,
HO dakKTWueckm CooBWNTbL UHPOPMALNIO
YUYaCTHUKY HEBO3MOXHO.

1o Hawemy MHEHWO, HECMOTpS Ha TO u4TO
B Poccuiickont @epepaumnn (Kak v B 6ObLWNH-
CTBE pa3BUTLIX CTpaH MWpa) 3akoHoAaTesb-
Hble MOAXOAbI K PErYNMPOBAHMIO KINMHNYECKMNX
CUTyaUMn M Hayku pasnuuatorcs, «bpemq
3HaHWA» 1 MopasbHble 0b6d3aTenbcTaa (MycTb
1 B pa3sHOM 06beme) BO3HMKAKT 1 Y Bpauei,
1y nccneposatenein (Hayes, 2011). Y nccneno-
BaTe/e He BO3HMKAET 0693aTeNbCTBA B CUMY
3aKkoHa MNpefocTaBaaTb MHOOpMaLMIO y4yacT-
HMKaM Hay4YHOro MpoekTa, 0AHaKo 3TO MPOUC-
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XOLWT 10 TEX NOP, MOKa YYaCTHUK CaM aKTUBHO
He 3anpocun ee. Tak, B CUy 3aKOHOAATENbCTBA
O MepCoHasIbHbIX AAHHBIX YYacTHUK, NO MHe-
HWIO aBTOpa, BMpaBe WCTpeboBaTb AaHHbIE,
KOTOPbIE XPaHATCS B MCCNEA0BATENbCKOV Op-
raHmsaumnmn. Xots Takow NOAXOL WUMeEeT CBOU
CNOXHOCTYU 1 MOXET BbITb OCMOPEH.
BaXKHeNWmn mexayHapoaHbI JOKYMEHT —
«KoHBeHLMS 0 NpaBax uenoseka 1 bGruomeamn-
unHe OBbeno»? 1 A0NONHUTENbHbIE MPOTOKO-
Nbl K HEe YCTaHaBNMBAIOT, YTO YEI0BEK UMEET
NpaBo 3HaTb Mobylo MHbOpMaumio, cobpaH-
HYO O ero 340poBbe, BKMOUAS MHGOPMaALLNIO,
cobpaHHylo B Xxofe uccnefoBaHunin. Tem ca-
MbIM MOATBEPXKAAETCH TE3MC, YTO YUYACTHUK
NCCNeaoBaHns B CBOMX NMpaBax Ha nojydveHue
NHPOPMaLMK O CBOEM 3[10POBbE paBeH Nalu-
€HTY B KOHTEKCTE B3aMMOAENCTBUS C BPAYOM.
Pasznnume mexnay HayUYHbIMW MCCNeaoBaHUS-
MU U KNTMHUYECKMMN TEHETUYECKUMYM TECTaMU
B pamKax 3TUX MHCTPYMEHTOB COCTOUT B TOM,
YTO pesynbTaThl HAYUHbIX MCCAeA0BaHNI Che-
LyeT npeanaratb TONbKO B TOM Cay4ae, ecan
OHM VMET OTHOWEHMe K 340POBbl0. ITO
3HAUNT, UYTO COOBLLATH HYXHO MOMYUYEHHbIE
CNY4aNHO CBEAEHWNS, KOTOPbIE AENCTBUTENBHO
B/IMSIOT HA COCTOSIHME W 3,0POBbE Ye10BEKA.

CnucKy BTOPUYHBIX HAX0A0K,
peKomeHAYeMbIX K CO06LLEeHUI0

B HacTosulee Bpemsa Hanbonee aBTopuTeT-
HbIM JOKYMEHTOM B OTHOLIEHUW COOBLLEHNS
Haxo4OK npusHatotcs «PekomeHpaunmn Ame-
DPUKAHCKOW KOAErnn MeAMUNHCKOW FeHeTH-
KN W TEHOMUKU». YKA3aHHble peKOMeHaaLmnm
ony6/MKOBaHbl B KauecTBe HayyHOW CTaTbk

1 He BbIN NPUHATLI B KaUecTBe akTa rocyaap-
CTBEHHbIMW BEAOMCTBAMM K HACTOSALLEMY MO-
meHTy (Milleretal., 2022).

YKa3aHHbIN JJOKYMEHT B CBOEW W3HaYasb-
HOW pesakuuu 6bia ony6amMKoBaH B 2012 .
1 C TeX Nop npetepnen paj U3MeHeHuwn, Tak
Kak KpWUTMKOBANCS OOLIECTBEHHOCTbIO U 06-
HOB/IS/ICS B CBETE HOBbIX HAYYHbIX OTKPbITUA.
Cnncok HaxoLoK 1 pekoMeHaLMii Takxke pac
WMPSAACS NO Mepe NoAyYeHUs 10Ka3aTenbCTs
HOBbIX 3260/1€BaHNI U COCTOAHWIA.

Mo3numa skcneptoB EBponeiickoro obuie-
CTBA reHeTWKM uyenoseka™ Mo BOMpPoOCY pac-
KPbITUS  BTOPWUYHBIX HaXOAOK 3aK/IH0YaeTcs
B pekomeHAalun coobliatb O CAyuaiHbix
Haxofkax B CAydvae, ecin AaHHbIN reHeTnye-
CKWUI BapUAHT CBUAETENbCTBYET O MOTEHLM-
a/bHOM Pa3BUTUM CEPbE3HOTO 3aboseBaHus
y 06Ccneyemoro YeaoBeka Uan y ero 61nskmx
POACTBEHHWKOB M N3BECTHbI CXEMbI IeYeHs
nan npodunaktmkn (bapaHosa un ap., 2021).
Takon noaxofL B MOMHOWM Mepe oTpaxaer
MPUHLUMMN COOTHOLLIEHMNS «PUCK — NONb3ax. bes-
YC/IOBHO, BbICOK PUCK TOFO, YTO YUYACTHUK Oy-
[leT UCMbITbIBATb NEPEXMBAHNS, HEOXKMNAAHHO
MONYYMB HEraTUBHYO MHGOPMALLMIO O CBOEM
3[0pOBbe, MPY 3TOM MO/b3bl HAMHOMO 60J1b-
We 1 3aK1YaETCsS OHa B TOM, UTO emy ByayT
peKOMeHA0BaHbl peasibHble 4eNCTBUA Mo npe-
[OTBPALLEHMIO 3a60/1E€BAHMS WA CHUXEHMIO
OTpULLATE/IbHbIX MOCNEACTBUI AN OpraHU3Ma.

Bpaun v nccnenosatenn B Hactosllee Bpe-
ma B Poccum mcnonb3yor «PekomeHaaumm
AMEPUKAHCKON KOMNernn MeLuLUHCKOW re-
HEeTMKM 1N FTeHOMUKM» Ha CBOWM CTpax W puck,
a NpodubHble COOBLIECTBA NPOM3BOAAT MO-

2 [ocmarosaerue [Npasumenncmea Poccutickoil Dedepayuu No 479 om 22.04. 2019 «06 ymesepsdeHuu Pedepanb-
HOU HAYYHO-MEXHUUECKOU NpoZpammMbl Paseumus eeHemuueckux mexHoaozuli Ha 2019—2027 200bl». Pexm no-
cTyna: http://static.government.ru/media/files/1FErVexYSoVYFduUn1tStWILkyrkTEmu.pdf

TosHble reHoMbl T00 ThicaY poccuaH ByayT NpoumnTaHsl K KoHLy 2025 roga. PCR news. Pexxium gocTyna:
https://pcr.news/stati/polnye-genomy-100-tysyach-rossiyan-budut-prochitany-k-kontsu-2025-goda/
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MbITKK CO34aTb NOAOOHbBIN AOKYMEHT, Npume-
HUMbI ang Poccun. Hanpumep, cneunanu-
CTbl MOCKOBCKOrO 06LecTBa MeANUMHCKNX
reHeTuKkos B 2022 1. co3panu «PekomeHaaumm
o MeAULMHCKOMY COMPOBOXAEHWIO NaLu-
€HTOB C BepuGULMPOBAHHbBIMK (MOATBEPX-
[NEHHBIMM)  HAaCNeACTBEHHbLIMMU  MYXOBbIMU
CUHAPOMaMKU U WX POACTBEHHUKOB C BbISB-
JIEHHOW NPeApacnonOXeHHOCTHIO K pa3BUTHIO
OHKOMOrMYecknx 3aboneBaHnins'*. JoKyMeHT,
COAEPXallLMM CNUCOK M3BECTHBIX HayKe U [0-
Ka3aHHbIX Hax0A0K, KOTOpble MOTYT BbITb C/ly-
uaHO OBHapy>XeHbl B pamKkax feyeHus na-
LUMEHTa UIW B XOAE HayYHbIX UCCNeL0BaHUM,
aBngetca Hambonee 3POEKTUBHBIM MHCTPY-
MEHTOM A5 MOMOLLW Bpavy WUAK UCCNefoBa-
Tento. [1py 3TOM CTOUT OTMETUTH, YTO B YC/IO-
BMAX POCCUICKOM MPaBOBOW CUCTEMbl Takon
JOKYMEHT [JO/MKeH BbITb MPUHAT COMNACHO Mo-
PALKY MPUHATUS KIUHUYECKUX peKoMeHAa-
uni, cornacoeaH MuH3sapasom Poccumn u Bbl-
BEAEH Ha COOTBETCTBYIOLLMI ypoBeHb. [1pu
OTCYTCTBMM TaKOro CTaTyca Bpayu, pyKOBOA-
CTBYIOLLMECS YKA3aHHBIMU PEKOMEHAALNIMU,
HecyT AOCTaTOYHO BbICOKME PUCKKU B Cryyae
CMOPOB O KayecTBe OKa3aHWs MeLULIMHCKMUX
YCAYT 1 NPaBOMEPHOCTU AENCTBUIA NO CO06-
LWEHNI0 BTOPUUHbIX HAXOAOK.

BbipaboTka Kputepues
M pO/ib 3STUUECKUX KOMUTETOB

B noktpuHe (Saelaert et al., 2020) paccma-
TpUBAETCSH TakXe APYron NOAXOA, KOTOPbI
npeanonaraer BbpaboTKy KpuTepues, Mo-
3BO/IAIOWLMX Bpady WAM WUCCNefoBaTeNto Cle-
faTb BbIBOA O HEOBXOAMMOCTU PacKpbITUA
BTOPWYHbIX HAXOAOK KOHKPETHOMY UE/NOBEKY,
M KaXaas Takas Bblaadya Ans AOMOAHUTENb-

HOro pacnpefeneHusl puckoB Bpada LOMKHa
OblTb OLIEHEHA 3TUYECKMM KOMUTETOM. WH-
OVBUAYaNbHblE TFeHeTUYeckne pesynbTaThbl
LOMKHbI ObITb CBOEBPEMEHHO MpefoCcTaB/e-
Hbl YYaCTHMKaM MCCNeA0BAHNS, €CIN OHU CO-
OTBETCTBYIOT 060UM KPUTEPUAM:

1. TeHeTnyeckas Haxoaka MMeeT BaxKHble
nocNeACTBMS AN8 30POBbS YYaCTHMKA, a CBS-
3aHHbIE C HYM PUCKM YCTAHOBNEHbI M 3HAUMMBbI.

2. CyLLecTBYIOT HayyHO [lOKa3aHHble Tepa-
neBTMYeckMe uanM npodunakTuyeckne aen-
CTBUS, KOTOPbIE MOTYT U3MEHUTb KAMHUYEeCKoe
TeyeHvie 3a60/1€BaHMS, U YYaCTHUKY ByaeT no-
NI€3HO paHblle y3HaTb M HaYaTb Tepanuto.

Takxe, 6e3ycnoBHO, NpefocTaBieHne WH-
dbopmaunn SOMKHO COBEPLIATLCS B COOTBET-
CTBUM C TpeboBaHMAMM 3aKOHOAATENbCTBA
(besonacHoCTb M KOHOUAEHUMANBHOCTb WH-
dopmaumm) U Ha OCHOBAHMM SIBHO BblpaXKeH-
Horo cornacus yenoseka. Bce ykasaHHble Kpu-
TepUM MOTyT BbITb OLLEHEHbI UCCAeA0BaTENIMM
COBMECTHO C MPeACTaBUTENSIMU NOKA/bHbIX
3TUYECKMX KOMUTETOB A8  MWHUMM3ALUM
OLUNBOUHBIX CYXKAEHWNA.

[oaxoa MCNoAb30BaHMS KpUTEpUEB W 3TU-
YeCKOW OLEHKM MO KaXAOMy CAyyato Bblaa-
UM BTOPUYHBIX HAXOAOK WMEeT CBOM Mto-
Cbl — MPU CKPYNYNE3HOW OLEHKE KaxXAoro
cnyyas ero pelieHne byneT Hauayuwmnm n nH-
AVBUAYANN3NPOBAHHBIM. MIHYCOM ABASIOTCA
60/blNe TPYAO03aTPaThl, KOTOPblE BO3HMKAKT
Y MCCnefoBaTeNbCKO OpraHu3aLmm, Ans KoTo-
PO Mpouecc Mo Bblaaye CayyainHbix Haxo40K
BTOPWYEH MO OTHOLIEHMIO K OCHOBHOW aes-
TENbHOCTU, XOTS U KpaliHe BaXkeH.

[Moaxon K Bblfauye HaxoAoK Mocie OueH-
KW B COOTBETCTBMM C KPUTEPUAMU ABASETCS
6onee WNPOKUM B CPaBHEHMW C BbILIEO-

“YcnoBHo 3[I0POBbIM 4B/IFETCS TAKOW YeN0BEK, KOTOPbIN HEe nMeeT xanob Ha 3/10pOBbE NN Kakux-1mbo
6eCcnokosLLImMx ero ﬂpOﬂBﬂeHl/IVI 3a6o/esaHmns. Takon YeNOBEK He 3HAET O TOM, YTO OH YEM-TO Goneer

NN 4BNAETCA HOCUTENIEM.
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MMCaHHBIM MOAXOAOM MO BblAaue Haxo4oK
no yTBEPXAEHHOMY CMMUCKY, HO HE MPOTMBO-
peunt emy. CamocTosTenbHas oOueHKa BTO-
PUYHON HAXOAKWM Ha MpeiMeT COOTBETCTBUSA
KpUTEPMAM MOXeT MpuBecT K bonee CBo-
60aHOV WMHTeprpeTauuy Bpaya WAM ucche-
foatens. 70 He Bceraa npueeseT K Noso-
KWUTENbHOMY pe3ynbTaTy, Tak Kak B yCI0BUAX
MOCTOSIHHOrO MOSIBNEHUS HOBOWM WHPOpMa-
LMV Takas oleHKa [oMKHa 6biTb BaIMANPOBa-
Ha, 0COBEHHO KOra OT Hee 3aBUCUT 340POBbE
uenoseka. lNpodeccmoHanbHoe CoobLLECTBO
M NpodunbHOE BeAOMCTBO 0bnasalnT 60/b-
WWMKU pecypcamu 1 3KCNepTr30n ANs OLEeHKM
HOBOFO 3HaHWS, YeM Bpay, AeSTeNbHOCTb KO-
TOpOro B NepByt ovepeb NOCBsLLEHa NOMO-
W naymeHTam.

[pvBeaeHHble Bbille KPUTEPUM, MO MHe-
HUIO aBTOPA, pasyMHbl U MUHWMAbLHO Heob-
XOAVMbI AN KQYECTBEHHOMO B3aMMOAEACTBIS
C NaumeHTamy 1 yyacTHUKAMK 1 MOTYT ObiTb
B3ATbl B KauecTBe 4Yek-1McTa NpodUIbHbIMUI
coobliecTBamn Ans GOPMUPOBaHMS Cnmcka
BTOPUWYHbIX HAXOA0K, PEKOMEH0BAHHbIX K CO-
061LeHMI0. [0 MHEHWIO aBTOPA, Takoi NMOAXO/,
CTaHeT Hambonee 3bPEKTUBHON MOAENbIO,
MpuW KOTOPOW Bpauam 1 uccaefoBatenam bynet
MeHee TPyA03aTpaTHO U NMCUXON0TNYECKH Ner-
ye KOHCYNbTMPOBATb NaLMEHTOB M YYaCTHUKOB.

[puBneyeHne 3TMYeckux KOMUTETOB Kak-
Oblii pas, korga ecTb HeobXxoAMMOCTb pac
KPbITb [aHHbIE CAYYaMHOM HAXOAKW, Takxe
B YC/IOBUSAX POCCUMCKOW AENCTBUTENBHOCTU
He npeacCTaBnglOTCS peannsyembim. B ceTe
OTCYTCTBUS  eAMHO06pasuns  AedaTebHOCTY
3TUYECKMX KOMUTETOB, OCOBEHHO B pamkax
HayYHbIX MCCNEA0BAHUIA, a TakXe HEeo4HO-
3HAYHOCTW UX CTaTyca W CWAbl PeleHnid, Ko-
TOpble OHW BbIMYCKAOT, 1 KpaiHe orpaHnyeH-
HOro KONMYeCTBa TakMX KOMUTETOB MO CTPaHe
(Mectpukosa, 2020) opobpeHue BblAaum
nHGOpMaALMM  KaXAOMY MaUMEHTY MpakTu-

veckn Hepeanmsyemo (KybbiwkuH, 2023). Mo
Hallemy MHEHWI0, bonee 3pdeKTUBHbIM ByaeT
noaxos eanMHopa3oBoro opobpeHns nnaHa/
pernaMmeHTa no BblAaye BTOPUYHBIX HAXOAOK,
KOTOpbIN GOpMUPYET OpraHm3aLms Ha CBOEM
JIOKa/IbHOM YPOBHE, OMMpPasiCb Ha MPUHATbIE
NPOGUIbHLIMK OpraHM3aunsmu 1 ofobpeH-
Hble BeAOMCTBamMM pekomeHaaumu. [lpu
npeanaraemoin cxeme paboTbl J0KaMbHbINA
STUYECKMI WAN HAYYHbIV 3TUYECKUIA KOMUTET
CMOXeT [laTb peKoMeHAaUnn Takxe no onpe-
LNeNeHNo  YS3BUMOCTM  OTAE/bHbIX  KOropT
YYACTHUKOB WM NALMEHTOB 1 MOCOBETOBATD,
Ha 4YTo 06paTWUTb BHUMAHWE MPU KOHCYAbTH-
POBaHWUN.

3ak/ioueHue

[lockonbKy MnpakTuyeckoe MpUMeHeHue
BTOPWYHBIX HaxO4OK CyUECTBEHHO BAMSET
Ha 340pOBbe W 6GArococToaHMe uenoBeka
npu CcOpa3MepHbIX 3aTpaTax pecypcoB, WC
cnefosaTeib 061aAa€T TakUM Ke STUUECKUM
0693aTeNbCTBOM COOBLIMUTL CAYYANHO MONy-
UeHHYI MHOOPMaLMIO, 3HAYMMYIO AN 340-
pOBbS W AajibHeNllero naaHMpoBaHusg AeTo-
POXAEHMS y4acTHUKY unccneaoBaHus. [lpn
HaauuMyM NpobenoB B PEryanpoBaHMM Ha-
YUHbIX WCCNeNOBaHNA MOAXOAbI, OTpakeH-
Hble B 3aKOHOAATENbCTBE B 06MACTU MEAW-
LMHbI, MOTYT 6biTb MPUMEHEHBI B KauyecTBe
aHanormm npaea. lpn 3TOM KpalHe BaXHO
HaJennTb NPaBOM M BO3MOXHOCTbIO — OMNTU-
Ma/IbHbIM MEXaHW3MOM — 1ccnefoBaTens co-
06WNTL BaXHYIO A8 COXpaHEHMS 3[0pOBbA
yyacTHUKY MHGOPMaUNIO, @ He HaknaabliBaTb
onpefeneHHble 0643aTeNbCTBO Ha Hero. [ng
pa3BUTUS HaykuW B COOTBETCTBUM C 3TWde-
CKMMM MOAXOAaMU HEOBX0AMMO MpeaocTaB-
N9Tb TPaHCMAPEHTHbIE U MOHATHbIE WMHCTPY-
MEHTbI ANS AESTEeNbHOCTU WCCAeAoBaTeNsaM,
a He CTPEMUTBLCS HAOXUTb Ha HUX AOMOAHM-
Te/bHble 0693aHHOCTU.
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ﬂpaBoaoe N 3TNU4YeCKoe perynmpopaHue COOGLIJ,eHVIﬂ BTOPUYHbIX HAXO040K

Komnnekc mep, COCToSAWMNIA 13 Cedyroumnx
3/1eMEHTOB, NO3BO/IUT HauaTb GOPMMPOBATbL Ci-
CTEMHOE peryavMpoBaHne B3aMMOOTHOLIEHWIA
M0 NOBOAY COOBLLEHNA BTOPUUHBIX HAXOAOK:

1) nopaboTaTh B COOTBETCTBUM C KpUTEPUS-
MW 1 Neranmn3oBatb CMMCOK HaX0A0K, PEKOMEH-
JYEMbIX K COOBLLEHMIO MaLMEHTaM W YUYacTHM-
Kam BMOMEANLMNHCKUX UCCNef0BaHI;

2) pekoMeH0BaTb BKIOUYNTL COOTBETCTBY-
loLWMIA pasaen B 406POBOAbHOE MHGOPMUPO-
BaHHOe cornacune v NOArOTOBUTb CMPABOYHbIE
maTepuanbl Aag Bpaya M naumeHTa C OCHOB-
HOW TEPMMHONOTMEN U CYLLHOCTHbIMU Xapak-
TEPUCTMKAMM BTOPUYHBIX HAXOAOK. Takxe
MOXHO B [aHHbIX MaTepuanax pasbsiCHUTD,
UTO 3a4acTyto BTOPUYHbIE HAXOAKM W UX MPW-
HATWE BO BHUMAHWE MOTYT BbITb MPaKTUYECKM
none3Hbl ¥ POACTBEHHUKAM NaUMEHTa;

3) pekoMeHAoBaTb OpraHv3auMsam, B TOM
uncne KoMMepueckum, paspaboTtaTb MopsaoK

CMNCOKJINTEPATYPbI

06HapYy>XeHNa, aHan3a 1 CoobLIEHUS CayYait-
HbIX HAXOLOK YyYaCTHMKAM, KOTOpbIE Bblpa3nan
Ha 3TO CBOE COrlacue, MOMHS O HEOBXOAMMOCTY
cobnoaeHns KoHOUAEHLMANBHOCT U Tpebo-
BaHW MHGOPMALMOHHOW 6E30MacHOCTY;

4) yyacTue npeacTaBuTeneit STMyeckmx Ko-
MWUTETOB B pa3paboTke U yTBEPXKAEHWUN BCEX
MYyHKTOB, MEPEUYNCNEHHbIX BbIWE, MO3BOAUT
He TO/MbKO MpuAaaTb aBTOPUTETHOCTU MPUHS-
ThiM MOAXOAAM B rMa3ax OBLWECTBEHHOCTY,
HO 1 BblpaboTaTb AENCTBUTENLHO dDHEKTNB-
HbIA ¥ ONTUMa/IbHbIN BAPWAHT AENCTBUI, pa3-
LeNNTb OTBETCTBEHHOCTb MO NPUHATUIO TakMX
BaXKHbIX peLleHunii, Kak COObLIeHNe Caydaii-
HbIX HAXOAOK NaUNeHTY.

PaccmoTpeHne nogHATOro B HACTOSLWLEN
CTaTbe BOMPOCA B KOHTEKCTE Hay4YHbIX Mccae-
NOBAHWIN MOXET BbITb MOAE3HO A9 PA3BUTWA
NMOAXOAOB K PEryIMpoOBaHUIO OTHOLWEHMIA
N B KIMHUYECKOW NPaKTUKE.
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