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CamoperynupoBaHue reHOMHbIX UCCIefOBAHUI
u npo6nema npaBWIbHOI MHTEpRpeTaLum
pe3ynbTaToB CEKBEHUPOBAHUA NOTpeduTenamu’

AHHOTaumsA. B cTaTbe paccmaTpuBatoTca Npobaembl MHTEPRPETALMM PE3YNbTaTOB CEKBEHUPOBAHWA UHAMBUAY-
a/IbHOro reHOMa KaK NPOrHOCTUYECKM BEPOATHOCTHOW MHbOPMALLUK.

ChopmynnpoBaHbl OCHOBHbIE BOMPOCHI, CBA3aHHbIE C OPUAUYECKON Chepoli B pamKax CaMoperynnpyemblx op-
raHuMsaumii, obbegmHALWMX cybbeKkToB NpodeccnoHanbHoM AeaTeNbHOCTM (NpodeccMoHaNnbHbIX accounaLmi).
MpoaHann3nMpoBaHbl 0COBEHHOCTN BOCNPUATUA PUCKOB (HEraTUBHOM BepPOATHOCTM). OCobYIO CNOXKHOCTb TaKas
MHPOpMaLMA NpeacTaBAsAeT A4 NOTPebUTeNs, Tak KaK OLLeHKa pUCKa 3aTPyAHUTENbHA ANa 0bblAeHHOro Boc-
npuatua. Jenaetca BbiBoA, 0 HEOHXOAMMOCTM NOATOTOBKM BCEX Y4AaCTHUKOB — Bpayeit-reHeTUKOB, Bpayen-Kau-
HULMCTOB Pa3INYHbIX CleLnanbHOCTEN, Bpaven obLLelt NpakTUKK, CpesHero MmeanuMHCKOro nepcoHana u no-
TEHUMaNbHbIX NOTpebuTenel ycayr.

CoenaH OCHOBOMONAraOLLMIA BbIBOA: MHTETPALMUA TEHOMHbIX UCCIEeA0BAHUI B HAYKY U NPAKTUKY 0BOLLEeCTBEH-
HOrO 34paBOOXPAaHEHMNA MOMKET CNOCOHCTBOBATL NOBbILEHUIO YPOBHS 06LWECTBEHHOIO 340P0BbA, USMEHEHMIO
06pa3a KU3HW HAceNeHUs, Peanm3yoLLero peKoMeH4aLmMm CneLmManmncToB No KOPPEKLMM BbISBNEHHbIX TECTU-
pOBaHMEM FeHETUYECKUX PUCKOB.

Mpu aHann3e OCHOBHbIX OCOOEHHOCTEN CAaMOPEryIMPOBaHUA FEHOMHbIX UCCIeA0BaHWUI Mbl NMPULLAN K BbIBOAY O
TOM, YTO B LLeNsiX KOppeKuumn cBoero obpasa KM3HU U 340p0BbA Nepes, obLLeCcTBOM BCTAaET BOMPOC FPamMoOTHOMO
OTHOLUEHUSA K pe3ynbTaTamM reHOMHbIX MCCNeA0BaHUM U UX UCMONb30BaHUA. [Tpuyem 3Ta KOMNETEHTHOCTb Ka-
CaeTcA He TO/IbKO NoTpebuTenen ycnyr no reHOMHOMY TECTUPOBAHMIO, HO M CAMMX CMELMANNCTOB, 06A3aHHbIX
NPaBUIbHO U AOXOAYMBO NPEACTaBUTb PE3y/bTaTbl TECTUPOBAHMA.

3agayy OCyLLecTBAEHUS MPOCBETUTENILCKOM AeATENbHOCTU U AONONAHUTENBHOMO NpodeccroHanbHoro obpasosa-
HWA MOXXHO PeLLNTb CUAaMM KOMMETEHTHOTO NpodeccMoHanbHOro coobLecTsa Ha 6base camoperyninmpyembix op-
raHM3auui, obbeguHALWMX cybbeKkToB NpodeccnoHanbHOM AesTebHOCTM (NPodecCcMoHaIbHbIX accoumnaLmii).
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Abstract. The paper deals with the problems of interpretation of individual genome sequencing results as
predictively probabilistic information. The authors have determined the main issues related to the legal area
within the framework of self-regulatory organizations uniting subjects of professional activity (professional
associations).The authors have analyzed the features of perception of risks (negative probability). Information
under consideration is particularly complex for the consumer, as risk assessment is difficult for ordinary
perception. The conclusion is made about the necessity of training all participants — geneticists, clinicians of
various specialties, general practitioners, average medical staff and potential consumers of services.

A fundamental conclusion is as follows: the integration of genomic research into the science and practice of the
public health system can contribute to the improvement of public health, change of the lifestyle of the population
implementing the recommendations of specialists aimed at correcting genetic risks identified by testing.

When analyzing the main features of self-regulation of genomic studies, we come to the conclusion that in order
to correct their lifestyle and health, the society faces a question of competent attitude to the results of genomic
studies and their use. Moreover, this competence concerns not only consumers of genomic testing services, but
also professionals obliged to correctly and accurately present the results of testing.

The task of carrying out training activities and additional vocational education can be solved by a competent
professional community based on self-regulatory organizations unifying subjects of professional activity
(professional associations).

Keywords: genomic research; genomic testing; epidemiological research; genetic research; genetic data; genetic
information; data full-genome sequencing; genome sequencing; genotype; organism susceptibility bio-markers;
self-regulating organizations; risk perception; interpretation of genomic studies; sanitary enlightenment.
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5920.2020.164.7.034-042. (In Russ., abstract in Eng.).

2 The reported study was funded by RFBR according to the research project Ne 18-29-14058.

Tom 73 N2 7 (164) ntonb 2020 (:“:Tﬁ(},{ 1[{11%% ][GM:'\

35



36

TIEX RUSSICA

TEHOM
GENOME

JIUY4HAA 2eHOMUKG HOX00UMCA 8 3a40MOYHOM COCMOAHUU.

Kak u sce MflaaeHL(bl, OHa usdaem MHO20 wyma

u rnpussiekaem MH0O20 8HUMAHUA, HO N/10X0 o6u40emc;=l3.

AHanun3 nHPopmaummM No BO3MOXKHON ponu
camoperynmpoBaHusa B 061acT¥ reHOMHOrO Te-
CTMPOBaHMsA NOKa3bIBAET, YTO CAMOperynposa-
Hue B ycnoBuax Poccuiickot eaepaumm moxeT
CbIrPaTh CYLLECTBEHHYHO POJIb B Pa3BUTUMN 3TOFO
HanpasfeHus. Micxogsa U3 TOro, YTo y Hac MMeeTcs
3aKOH O camoperynimpyemMblx opraHusaumax?, roe
noj, camoperympoBaHMem NOHMMAETCA CAMOCTO-
ATENbHAA U MHUUMATMBHAA AEATENIbHOCTb, KOTO-
pas ocyuwecTBaseTca cybbekTamm npeanpuHuma-
TENbCKOM AN NPOodEeCcCMOHaANbHOW AeATe/IbHOCTH
N coeprKaHnem KOTopoi ABastoTca pa3paboTka
M YCTAHOBJ/IEHWE CTAaHAAPTOB M MPaBU/ yYKa3aH-
HOM AeATEeNIbHOCTH, @ TaKXKe KOHTPO/b 32 CObto-
OeHnem TpeboBaHUM YKa3aHHbIX CTaHAAPTOB U
npaBua, Mbl PACCMATPUBAEM [BE BO3MOMKHbIE
dbopMbl camoperyiMpoBaHmMa — cCamMoperyanpy-
emble opraHmMsaumm, obbeguHaoLWme cybbeKkToB
npeanpuHMMaTeNIbCKOM AeATeNIbHOCTU NCXOAA U3
eMHCTBA OTPac/iM NPOM3BOACTBA TOBAPOB (paborT,
YCNYT) UK pbiHKa NPOU3BEeAEHHbIX TOBApOB (pa-
60T, ycnyr), U camoperyampyemble opraHu3auuu,
obbeguHatowme cybbekToB NpodeccnoHanbHOM
0eATe/IbHOCTU onpeaeneHHoro B1aa.

MepBasa ¢opma, No HalleMy MHEHWUIO, ABNAET-
CA BaXHOW, HO AOCTATOYHO Y3KOM, T.K. MO3BOASAET
ONTMMaNbHbIM 06pa3oM peLlaTb KOPNOPATUBHbIE
WHTEpPeChbl, yCTaHAB/MBAsA efMHble NOAXOAb! K OKa-
3aHUI0 NPEeOCTaBAAEMbIX YC/YT, XOTA U HE BO BCEX
cayyasnx.

BTopow BapuaHT npeactasnfeTca Ham 6onee
Ba*KHbIM B paMKax 0bCyKaeHUs Bonpoca o camo-
perynMpoBaHumM B 061aCTM reHOMHbIX UCC/Ief0Ba-
HUM, T.K. MOXKET peLmnTb pag, NPUHLUMNNANIbHbIX
BOMPOCOB CUIaMM KOMNETEHTHOrO Npodeccno-
Ha/bHOro coobuiecTsa.

MpeanonaraeTca B paMKax CamMoperyimpyembix
OpraHusaunii, ob6begMHALWMX Cy6bEeKTOB NPO-
deccnmoHanbHoOM gesTenbHOCTU (NpodeccnoHanb-
HbIX accoumaL i), peLnTb BONPOCHI, CBA3aHHbIE C
topuamyeckomn chepoit:

1) uHdpopmMpoBaHHOIO corlacus Ha NpoBeaeHue
reHeTUYeCcKoro UccnefoBaHMA U 3aLUTbl KOH-
dMAEHUNANBbHOCTU CBEAEHMIA, NONYYEHHbIX MO
ero pesynbraTtam;

2) y4yacTus camoperynmpyembix obbeanHeHun
MeAULMHCKUX TeHETUKOB B pa3paboTke Haumo-
Ha/IbHbIX CTAHAAPTOB KayecTBa MeANLMHCKUX
ycayr B chepe reHeTUYECKUX UCCea0BaHNi, a
TaK)Ke TpeboBaHMN K MeANLMHCKUM U HE Me-
OVNLMHCKMM OpraHM3aumam, a TakKe paboTHu-
KaM, MX OKa3blBaOLLUM;

3) neranvsauum NpaBOBOro CTaTyca NLA, OKasbl-
BalOLLEro KOHCY/bTaUMOHHbIe ycnyru B chepe
reHeTUYeCcKMx UccnesoBaHnii U B CONyTCTBY-
rowmx chepax, CBA3aHHbIE C onpeaesieHnem
CTpaTernun Ie4eHma reHeTMYeckn obycnoBeH-
HbIX 3a60/1€BaHUIA U NPUMEHEHNEM BCNIOMOra-
TeNbHbIX PENPOAYKTUBHbIX TEXHONOTUN (reHe-
TUYECKUX KOHCY/IbTaHTOB);

4) Bonpocbl cobntoAEeHMA KaK MeKOYHaPOAHbIX,
TaK M HaUMOHaNbHbIX 3TUYECKUX TpeboBaHM
K NPOBEAEHUNIO UCCeA0BaHNNA.

He meHee BaXXHbIM BONPOCOM, 3aTParMBatoLLMm
WMHTEpEecbl IMYHOCTU, IBASIETCA AOCTOBEPHAnA UH-
TepnpeTtauusa reHOMHbIX UCCneaoBaHUiA. OTU BO-
MPOCbI TAKXKE MOXKHO M HY)KHO peLlaTb B paMKax
bopMMpOoBaHMA CaMOpEryIMpyemblX OpraHM3aLmi.

MNMonyyeHue reHeTMYECKON MHbOPMaLMK B pe-
3ynbTaTe paclndpoBKK reHoMa nogpasymesaet
CO CTOPOHbI IMYHOCTM ONpeseneHHY aKTUBHOCTD,
CBSA3aHHYIO C U3BMEHEHMEM 06pa3a KM3HU, a TaKKe
NPUHATUEM pelleHnit (B paae ciyyaeB HeobpaTtu-
MOTO XapaKTepa).

CoBpemMeHHas meauLmnHa 6asmpyeTca Ha pe-
3y/bTaTax aNUAEeMMUONOTMYECKMX UCCNef0BaHWI, a
KAMHMYECKas NpaKTMKa — Ha npuHumne Evidence
Based Medicine®, o6a nogxoaa nogpasymesatot
MNCMO/Ib30BaHNE BEPOATHOCTHbIX OLLEHOK 1 OLEHKM
PWUCKa, B HaLlLeM c/ly4ae pesy/bTaTbl pacndpoBKM
reHoma yvallle Bcero noTpebytoT oT cneymanmcra
OLLEHKM pUCKa, a OT NoTpebuTens — afeKkBaTHOro
BOCNPUATMA 3TOTO PUCKA.

«Personal genomics is in its infancy. Like all infants, it makes a lot of noise and attracts a lot of attention, but is

poor at communication...» (cm.: Yngvadottir B., Macarthur D. G., Jin H., Tyler-Smith C. (2009) The promise and
reality of personal genomics. Genome Biology 10(9):237).

Ax» // CMC «KoHcynbTaHTMAOCY.

depepanbHblit 3akoH oT 01.12.2007 Ne 315-®3 (pea. ot 03.08.2018) «O camoperynvpyembix opraHv3saLm-

> @nemuep P., ®nemuep C., BazHep 3. KnuHunyeckan anugemuonorna : OCHOBbI [0Ka3aTeNbHOW MeAULMHbI.

M. : Megua Coepa, 1998. 352 c.
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BcTaeT Bonpoc NoAroToBKM Kak camux cneum-
A/ICTOB NO reHOMY, TaK U Bpayeii, 1 notTpebuTe-
nen nHbopmaumu.

BocnpuaATue BepoaTHOCTM BOOBLLLE He NpucylLe
06blgeHHOMY YeN0BEYECKOMY CO3HAHUIO — Yeslo-
BEK npeanoymTaeT BUAeTb 3a 1tobbiMu cobbiTUA-
MW OKPY*KaloLLLero Mnpa nposBe/eHne 3akoHomep-
HocTel. Buonormyeckas n ncuxodpusmnonormyeckas
peakuma YeNoBeKa Ha BHellHMe cobbiTna 6asunpy-
€TcA Ha HeobXoAMMOCTM OMepeXKaloLLEero oTpaxe-
HUA aelncTBMuTeNnbHoCTM®. B ocHoBe BocnpuATUA
$aKTOB OKpYrKaloLWEero Mmmpa JIeKUT NOUCK ero
3aKOHOMEPHOCTEN. ITU NOBYLLKM BOCMPUATUS XO-
POLLO OMKMCaHbl B KNacCMYECKOM Hay4YHO-Monyasap-
HOM n3aaHum «(He)coseplueHHas caydyaiHocTby» .

CyLLecTBYOT U A0BOJIbHO XOPOLIO U3YYeHbI
0cobeHHOCTN BOCNPUATMA pUCKa (HEraTUBHOM
BeposTHOCTK). MNog, BAMAHUEM OLEHKU pUCKa ab-
CTPaAKTHAs OMaCHOCTb NpeBpaLLaeTca B 3IMOLMO-
HaNIbHO OKpPaLUEHHYO Yyrposy.

Ha ero BocnpuATMe cKasblBaloTCA Npexae Bce-
ro GpaKTopbl, CBA3AHHbIE C CAMUM PUCKOM:

— MPOMUCXOXKAEHME ONACHOCTU U Te NOC/eaCcTBUA,

K KOTOPbIM MOXET NPUBECTU PUCK;

— BbIPaXKEHHOCTb PUCKa AN UHAMBMAYYMA UK
rpynmnbl AnL;

— BbIPa¥EHHOCTb NOCNEACTBUIA PUCKa;

— BapuabenbHOCTb MHGOPMALUM O PUCKE, MONY-

Yaemol U3 Pas3NNYHbIX UCTOYHUKOB.

Ha BocnpusaTe pucka BAUAIOT TaKXKe MHANBU-
AyanbHble GaKTopbI:

— 3HaHus;

— onbIT;

— JIMMHOCTHble 0cObeHHOCTY;
— 3MOLMOHAIbHOE COCTOAHMS.

K dakTopam, ycunmBatoLwmm BOCNpUaTME PUCKa
KaK yrpo3bl, OTHOCATCA:

— 60NbLIOK PUCK (BbICOKasA BEPOATHOCTb);
— HefobpoBONBHOCTb PUCKa;

— WCKYCCTBEHHbIWN XapaKTep;

— PWCKU, KOHTPOAMPYEMbBIE APYTMMU NNLAMU;
— pucku 6e3 Bbiros;

— MWCTOYHWUKM MHPOPMALMU O PUCKE, HE 3aC/TY M-

BatoLMe JoBepus.

K ¢akTopam, ocnabnstowmm HeraTMBHoe BOC-
NpUATUE PUCKA, OTHOCATCA:

— MeHbLINI PUCK (HU3Kan BEPOATHOCTD);

— [A06pOBONLHOCTb PUCKA3;

— MNPUPOAHbIN XapaKTep;

— PWCKU, KOHTPOAUPYEMbIE CAMUM UHAMBUAYY-

MOM;

— PUCKMU C BbIroaoi;
— WCTOYHMKMN MHPOPMaALMM O PUCKE, 3aC/YKMBA-
owme gosepuas.

HecomMHeHHO, Mbl CTa/IKUBAEMCS CO CI0XKHO-
CTbIO BOCNPUATUA PUCKOB, CBA3AHHbIX C pacund-
poBKo reHoma. [loKkasaTenbHaa MHOpMaLUA,
€C/IM OHa NoNy4YeHa B X0A4e 3NUAEMUONOTNYECKUX
nccnenoBaHuin, byaeTt npeacTasaeHa B YUC0BOM
dopme, 4To TpebyeT OT NoTpebuTena NOHMMaHMUA
OCHOB CTaTUCTUKM U TEOPUU BEPOATHOCTU. [o3TO-
My NpeanpUHUMAIOTCA NOMbITKM 3aMEHUTb YNC-
NleHHOoe npeacTasaeHne nHbopmauum rpadpuye-
CKUMM MAn BepbanbHbIMK oLeHKammn 1o,

Cnepyet 06paTUTb BHUMAHUE eLLe Ha OLHY
0COB6EeHHOCTb MHTEPMPETALLMN COBPEMEHHDIX re-
HOMHbIX UCCneaoBaHMn. YenoBeK Kak buonoru-
Yyeckui Bug obnagaet HanBbICWNMM NOAUMOPOU3-
MOM U NOAUTUNKEN, No3BonAoWen 3pPEKTUBHO
afanTMpoBaThbca K pakTopam BHewwHel cpeablt?t.

Cob6cTBEHHO roBOpPA, COBPEMEHHOE CEKBU-
HMpPOBAHWE reHOMA HanpaB/ieHO Ha BbIIBNEHUE
npexae BCero reHeTMyeckoro noammopodusma y
obcnenyembix AuLl.

[Ons nHTepnpeTaumm pesynbTaToB reHOMHOTO
CEeKBMHUPOBaHMA HeEOHXOAMMO paccMaTpuBaThb
TaK¥Ke 3BOOLLMOHHO-TEHETMYECKOE U SKoNoTUYe-
CKOE MOHATUE HOPMbI peakL K.

6 AHoxuH M. K. Buonorua n Heipodusnonorna ycinosHoro pednekca. M. : Meanumna, 1968. 546 c.

10

11

MnoduHos /1. (He)coBepLueHHas cay4aiiHOCTb. Kak cnydait ynpaBaset Hallen usHbto. M. : Faatpu/Livebook,
2010. 352 c.

OCHOBbI OLLEHKM PUCKa A/1A 340POBbA HACENEHUA NMPU BO3LENCTBUM XMMUYECKUX BELLLECTB, 3arpA3HAOLLMX
oKkpyxatouyto cpeay / I. . OHunweHko, C. M. Hosukos, 0. A. PaxmaHuH, C. /1. ABanuanu, K. A. Bywityesa ; nog,
pega. 0. A. PaxmaHuHa, I. T. OHunweHko. M. : HUM 34 n TOC, 2002. 408 c.

Lipkus 1. M. Verbal, and Visual Formats of Conveying Health Risks: Suggested Best Practices and Future
Recommendations Medical Decision Making Vol. 27. Iss. 5. Pp. 696—713. URL: https://pubmed.ncbi.nim.nih.
gov/17873259/ (nata obpauieHmnsa: 10.05.2020).

Weinstein N. D., Kwitel A., McCaul K. D., Magnan R. E., Gerrard M., Gibbons F. X. Risk Perceptions: Assessment
and Relationship to Influenza Vaccination // Health Psychology. 2007. Vol. 26. No. 2. Pp. 146—151. URL: https://
pubmed.ncbi.nlm.nih.gov/17385965/ (gata obpauweHusa: 10.05.2020).
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Hopma peakuum — cnocobHoOCTb reHoTMNA
dopmunpoBaTb B OHTOreHese, B 3aBUCUMOCTU OT
YyCNoBWUIA cpeabl, pasHble peHoTMnbl. Hopma pe-
aKLMM MOKET MOHMMATbCA TaK)Ke KaK reHeTuye-
CKM 006YCNOB/IEHHbIN ANAMNA30H OTBETHOW peaKkumum
opraHusmMa Ha BHellHee Bo3gencTeune. Mbl nme-
eM [eno c ABOMHOM BapnabenbHOCTbIO: C O4HOM
CTOPOHbI, 3TO AETEPMUHUPOBAHHbIE FEHOTUNOM
BO3MOXHOCTM OpraHmM3ma, C Apyroi CTOpoHbI, Ba-
prabenbHOCTb MAapaMeTPOB OKPYrKatoLen cpepl,
KOTOpas B onpeaeneHHbIX YCN0BUAX He NpuBeaeT
K peanmsaumm HeraTMBHOro NoTeHuuana, sano-
YKEHHOrO B reHome.

C TOYKM 3peHns reHeTUKM bonbluan YacTb na-
TONIOTMM OTHOCUTCA K TaK Ha3blBaeMbIM Hacnes-
CTBEHHO NMpeapacrnonoXKeHHbIM 6one3HAM, rae
COOTHOLLEHME cpeabl U reHeTUYeCcKnx hbakTopos
BapbMPYHOT B LUMPOKOM AManasoHe. 3Has mexa-
HM3Mbl 4EMUCTBUA FEHOB, MOXHO pa3pabaTbiBaTb
meToabl UX GeHOTUNUYECKON KOPPEKLUK, APYrn-
MU C/IOBaMM, YyNPaBAATb MEHETPAHTHOCTbIO U 3KC-
npeccuBHoCTbIO™,

BmecTe ¢ Tem cerogHs HapaboTaH cyLecTBeH-
HbI/ MaTepuan, Kacalowmiics BbiaBaeHUa bruomap-
KepoB BOCMPUUMUYMBOCTM OpraHM3ma K Bo3aeun-
CTBUIO HEBNAronpUATHbIX CpeaoBbix GaKToOpPOB, B
YaCTHOCTU, B YC/IOBUSIX MPON3BOACTBA, OCHOBAH-
HbI Ha aHanKn3e noiMMopdM3ma No OTAENbHbIM
BUOXMMUYECKMM CUCTEMAM UM UX KOMMJIEKCAM, a
TaK)Ke aHanM3a NoIMMopPPU3Ma N3BECTHbIX FrEHOB
WU FTEHOB-KaHAMAATOB, MPOAYKTbl KOTOPbIX Na-
TOreHeTUYeCKM MOryT BbITb CBA3aHbI C Pa3BUTUEM
cooTBeTcTBytolLEero 3abonesaHuns, NMbo y4actso-
BaTb B MeTabonn3me BO3AeCTBYOLMX BellecTs!s,

Pa3BuTME BMONIOrMYECKON HAayKM U BHegpeHue
€e JOCTUNKEHWUI B pa3/InyHble OTPacIv MeAULMHBI,
KaK NpaBuo, Bbi3blBAaE€T MHTEPEC Y HaCeNEeHUA U
¥enaHue BOCMno/ib30BaTbCA HOBbIMUW TEXHONOTUSA-
Mu. B cBoto ouepesb, Ha pblHKE MeAULMHCKMX YC-
NIy MOABAAOTCA NPEA/OXKEHUA NO OKa3aHMUIo Tex
WU NUHbIX BUAOB MeAMKO-61M010rMYecknx ycayr
cneymanmucTamm pasamyHoro npoduna, paborta-
IOLLMX Yallle BCEro B HErOCYAapCTBEHHbIX Mean-
LMHCKUX opraHusaumsax n coobutectsax. OgHom

13 Hanbonee BoCTPebOBaAHHbIX yCAyr Nog06bHOro
poaa ABAAETCA MeAUKO-TreHeTUYEeCKOe KOHCY b-
TUPOBAHWUE, MOCKONbKY OTKPbITUA B U3YyYEHUU
reHoMa 4YesioBEKa U peanunsaLmsa BO3MOXKHOCTEN
reHHOM MHXEeHEepUM PacKpPbIBAtOT NepCrneKkTUBbI
KOHTPO/1A 33 psaAom 3aboneBaHui 1 ynpassieHns
3[,0pOBbeM YenoBeKa. B oTeuecTBEHHOM 1 3apy-
6eXKHOM MeaNLMHCKON NuTepaType WNPOKO Npea-
CTaB/IEHbl AOCTUMKEHUA TEHETUYECKOro TECTUPOBA-
HUA U TEHETUYECKUX KOHCYIbTalmMii U obcy»kaaeTca
BaYHOCTb 3TOr0 HanpaB/ieHUss B pOPMUPOBAHUM
obuiecTBeHHOro 340poBbs. MNepen obwecTsom
BCTAeT BOMPOC FPaMOTHOrO OTHOLIEHUA K pe3y/ib-
TaTaM reHOMHbIX UCCIeA0BAHNM U UX UCNO/Ib30Ba-
HUA ANA KOPPEKLUKM cBoero 0bpasa *K13HU 1 340-
poBbA. MNpryem 3Ta KOMNETEHTHOCTb KacaeTca He
TO/IbKO NoTpebuTteneit ycayr no reHOMHOMY TeCTU-
POBAHWIO, HO M CAMMX CNELMANNCTOB, 06A3aHHbIX
NpPaBUAbHO U A0XO44YMBO NMPeAcTaBUTb pe3y/b-
TaTbl TECTUPOBAHMA. HenoHMMaHMe pe3ynbTaToB
MOMET NPUBECTU K HEFAaTUBHbIM NOCAEACTBUAM,
BK/1t04AA HEHYKHYIO 03a60YEeHHOCTb, 10XKHOE
3aBepeHue nnm HeoboCHOBAHHbIE AeCcTBUA No
BMeLLAaTeNbCTBY B CBOM opraHu3am. MccnegoBaHue
J. W. Leighton, K. Valverde, B. A. Bernhardt'#, ox-
BaTuBLIee 145 yenoBeK, KOTOpbIM OblIN 3a4aHbl
BOMPOCHI, Kacatolmecs pesynbtaTos 4 BblIbopou-
HbIX TECTOB Ha PUCK Pa3BUTUA KONOPEKTANbHOIO
paKa, bonesHel cepaua 1 paKka Koxu, Nokasasn,
YTO XOTA 6ONBLUIMHCTBO PECNOHAEHTOB OLEHUAN
pe3ynbTaTbl KaK NPOCTblie AN NOHMMAHUA, OHU
4YacTO HEMNpPaBU/IbHO UX UHTEPMNPETUPOBANN. ITO
noaTBep)KAaaeT TOT GaKT, YTO OObIYHbIN NoTpe-
61TENb MOXKET HEMPABUIbHO MHTEPNPETUPOBATL
pe3ynbTaTbl FeHETUYECKOro TeCTMpPOoBaHMA 6es co-
OTBETCTBYHOLLLEN MOMOLLM.

[eHeTUYeCcKMe TecTbl B HACTOALLEE BPEMA LIN-
POKO npeanaratoTca HaceneHuto (npuHumnn DTC,
ot Direct-to-Consumer — «Hanpsimyto ¢ noTpebu-
TEeNIEM»), NPU 3TOM NPAKTUYECKU HEe OCYLLEeCTBAA-
eTcA KOHTPO/1b KaYecTBa TECTOB M peryinpoBaHme
B OTHOLLEHWM TOTO, KaKMe TECTbI Pa3peLLeHo «Mnpo-
[aBaTb» KAMHUYECKU, HeZ0CTaToOYeH KOHTPOIb
HaZ MAPKETUHIOM U NPOABUMNKEHNEM NPOAAXK U

12 pouykoe H. I1. KnuHnyeckas reHeTMKa : ydebHUK. M. : sotap-Meg, 2002. 448 c.

3 Usmepos H. ., Kacnapos A. A. MeanumHa Tpyaa. BeeaeHue B cneumanbHoCTb : nocobue Ana nocaeamnniom-
HOW NoAroToBKM Bpayen. M. : MeanuuHa, 2002. 392 c.

4 Leighton J. W., Valverde K., Bernhardt B. A. The General Public’s Understanding and Perception of Direct-To-
Consumer Genetic Test Results // Public Health Genomics. 2012;15(1):11-21. URL: https://pubmed.ncbi.nIm.

nih.gov/21720148 (pata o6pauwenus: 10.05.2020).

5 Bowen D. J., Battuello K. M., Raats M. Marketing Genetic Tests: Empowerment or Snake Qil? // Health
Education and Behaviour. 2005. Vol. 32, Iss. 5. URL: https://pubmed.ncbi.nim.nih.gov/16148213 (pata 06-

paweHua: 10.05.2020).
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MCMoNb30BaHUEM PE3Y/bTAaTOB TECTUPOBAHMA.
D. J. Bowen, K. M. Battuello, M. Raats*> obpatua-
IOT BHMMAHME Ha BbICOKMIN ypOBEHb MHTEpeca
CO CTOPOHbI HaceNeHuUs K A4aHHOTo poaa ycayre,
HO NPOABAAIOT 03a60YEHHOCTb TeEM PaKTOM, YTO
MHPOPMMPOBAHHOCTb NHOAEN ANA NPaBUIbHOMN
WMHTepnpeTaLmnn pesynbTaToB OCTAeTCA HU3KOM.
Mo MHEHMO aBTOPOB, COBPEMEHHbIE CpeacTBa
maccoBoi MHPopmaumm, obpalLatowmeca K Teme
MPOCBELLEHMA MO reHETUYECKOMY TECTUPOBAHWIO,
He cNoCObHbI MOBbLICUTb TOYHOCTb 3HAHWUI O re-
HeTUKe. ABTOPbI CYUTAIOT, YTO ANA PELUEHUS ITOM
npobnembl B CoeamHeHHbIx LUTaTax Tpebyetca
OONONHUTENbHOE peryanpoBaHme. Heobxoanmbl
AanbHenwmne nccnefoBaHnA ANa U3y4eHUs onTu-
Ma/lbHbIX METOLO0B NPeAoCTaBNEHNA pPe3yibTaToB
reHOMHOro TeECTUPOBAHMA U cNocob0B MUHUMU-
3aLMKM PUCKA HETAaTUBHbIX NOCAEACTBMIN AN MO-
Tpebutenei.

B cBeTe 3TOro BCTAaeT BOMNPOC, KTO AO/XKEH
OKa3blBaTb MOMOLLb K/MEHTY MO MHTEpPRpeTaLmm
pe3ynbTaToB, TPEebYoLLY0 KOMNETEHTHOCTU He
TO/IbKO B 06/1aCTV FEHETUKM, HO U B METOAAX CaHU-
TAapHOro NpPOCBeLLeHNs, HanpaBaeHHOro Ha pabo-
TY C Pas3IMYHbIMM FPyNnNamm HaceneHus. MNpexae
BCEro cneumnannct (Bpay-reHeTuK, KOHCYAbTaHT),
BbIAAOLLMIA NALMEHTY pe3ynbTaTbl FeHETUYECKOTO
TECTUPOBAHMA, AO/IKEH YETKO PA3bACHUTb NPO-
FHOCTMYECKOe 3HaYeHMe pes3ynbTaToB TECTUPO-
BaHMA U cPOpPMMPOBATL KNAEO0NOMNIO» OTHOLE-
HWA K CBOEMY 310POBblO Ha OCHOBE NOJIYyYEHHOM
reHeTM4Yeckon nHdopmaumm. 3t1a MHbopmaums
MOXKET 6bITb Pa3HO: NOKa3blBalOLLEN BbICOKMIA
PUCK Hac/neLACTBEHHOM OTArOWEHHOCTHN No 3abo-
NNeBaHUIO, BbIABAAIOLLEN CEpPbe3HbIE reHeTUYECKMe
HapyLeHUsa UAK, Ha060pPOT, ONTUMUCTUYHON AR
nauueHTa. B ntobom cnyyae ana cneumanmcra
reHeTUYeCKOM KOHCYNbTaL MM BaXKHO BAALETb Me-
TOAAMM CaHUTAPHO-NPOCBETUTENLCKOM PaboTbl €
KOHKPETHbIMW NaLMeHTaMM C y4ETOM MX BO3PAcCTa,
YPOBHS 06pa3oBaHUs, 06pasa KU3HKU, COCTOAHMUA
30pOBbA U MEeAULIMHCKOM aKTMBHOCTU. Hapsaay
C 3TUM, cnefyeT NPU3HaTb, YTO He TOJ/IbKO creuu-
A/IUCTBI-TEHETUKM U NPAKTUKYIOLLME BPAYM SOSIK-

Hbl cNOco6CcTBOBaTb GOPMMPOBAHMIO ALEKBATHOTO
OTHOLIEHMA HAaceNeHMA K pe3y/ibTaTaM reHOMHbIX
TECcToB.

3HaHWA 1M yBEPEHHOCTb Bpayel Mo 3Ton Teme
3a4acTylo HEBE/IMKM U HE MNOAXOAAT ANS PeLleHUs
aToM npobiemsl. CneymanbHoO paspaboTaHHbIe
ob6pa3oBaTenbHble NPOrpammbl HEO6XoANMbI ANA
Bce 6onee 1 6onee yMmecTHOro UCNob30BAHMA re-
HeTUYeCKnX TexHonormi®,

Mo mHeHuto C. Wang, D. J. Bowen, S. L. R. Kar-
dial’ cneumanucTbl B 06nactv noseaeHus B chepe
34,0aBOOXPaHEHUA U CAHUTAPHOIO NPOCBELLEHNS
(HBHE) moryT cbirpaTb K/AHOUYEBYO PO/b B UHTE-
rpaunm OOCTUNKEHUN TeHoMa ANA yy4dlleHun
300poBbA HaceneHusa. Ho ana atoro HeobxoanMmo
NOBbILEHWE YPOBHA 3HAHUI TAaKUX CNELLMANNCTOB
B 06/1aCTU reHETUKN M FEHOMHbIX UCC/IeQ0BaHUA.

NHTerpauma reHOMHbIX UCCNen0BaHU B Ha-
YKY M NPaKTUKYy 0b6LLeCTBEHHOrIO 34paBooXpa-
HEHMSA MOXKeT cnocobCTBOBATbL MOBbIWEHUIO
YPOBHSA 06LLECTBEHHOMO 340P0BbA, USMEHEHUIO
06pasa KM3HU HaceNleHUs, peannsyloLLero pe-
KOMeHZaLMKn CneumanncToB No KOPPEKLMK Bbl-
ABNIEHHbIX TECTUPOBAHUEM FEHETUYECKMX PUCKOB.
S. L. R. Kardia, C. Wang npeanaratoT HoBoe onpe-
AeneHne — reHeTuKa obLecTBEHHOro 340aB0oOX-
paHeHuA, NnpeacTasastolLee coboi MHTerpaLmio
reHETUYECKUX SOCTUNKEHUM N TEXHONIOTUI B HAYKY
M NPaKTUKY 0OLWECTBEHHOIO 34,0aBOOXPaHEHMS.
ABTOpPbI paccMaTpMBatoT NOTEHLMAbHYIO POJib
[eATesbHOCTN No GOPMMPOBAHUIO NOBEAEHUA B
06/1aCcTN 340POBbA M CAHUTAPHOMY NPOCBELLEHUIO
(HBHE — Health Behavior and Health Education)
yepes A,Ba NepeceKatoWwmnxcs KOHTUHYYMa, @ UMEH-
HO — KOHTUHYYM MeXKAY HayKON U NPaKTUKON U
KOHTUHYYM MeXay MHAMBUAYANbHOW / NepcoHa-
NIM3NPOBAHHOM MeaUUNHOM M 340POBbEM Hace-
nenuna'é,

C. Wang, D. J. Bowen, S. L. R. Kardia B paborte,
paccMaTpuMBaAtOLLEN CTPATErNIO Pa3BUTUA obLLe-
CTBEHHOIO 34,paBOOXPAaHEHUNS HA OCHOBE pe3y/ib-
TaTOB reHOMHbIX UCCNeA0BaHWM, BblAENAOT Ha-
npaneHus, Tpebyolme U3y4yeHna U pa3BUTUA B
06LECTBEHHOM 34,0aBOOXPAHEHUU: 3) NOHUMAHUE

16 Michelazzo M. B., Pastorino R., Mazzucco W., Boccia S. Distance learning training in genetics and genomics
testing for Italian health professionals: results of a pre and post-test evaluation EBPH Epidemiology //
Biostatistics and Public Health. 2015. Vol. 12. No 3. URL: https://ebph.it/article/view/11516/ (nata obpalie-

Hua: 10.05.2020).

7 Wang C., Bowen D. J., Kardia S. L. R. Research and Practice Opportunities at the Intersection of Health
Education, Health Behavior, and Genomics // Health Education & Behavior. 2005. Vol 32, Iss. 5. URL: https://
pubmed.ncbi.nlm.nih.gov/16148214 (aata obpalteHuns: 10.05.2020).

8 Kardia S. L. R., Wang C. The Role of Health Education and Behavior in Public Health Genetics // Health Education
and Behavior. 2005. Vol. 32. Iss. 5. URL: https://journals.sagepub.com (gata o6paueHua: 10.05.2020).
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HaceseHnem reHeTMyeckon nHbopmaumm; 6) me-
PONPUATUA MO N3MEHEHUIO NOBEAEHWA B OTHOLLE-
HWUM 300POBbA U B) HAAEKHOCTb CUCTEMBI 06LLEe-
CTBEHHOrO 34paBooxpaHeHmna’®.,

OTtaenbHol cdepolt nccnengoBaHuii B obnactm
CaHUTAPHO-NMPOCBETUTEIbCKOM PabOoTbl AO/IKHA
CTaTb paboTa C ceMbei, UccnenoBaHMe TOro, Kak
reHeTMYecKoe TeCTUPOBAHME BAUAET Ha CEMEliHbIe
OTHOLIEHMA, NCUXO/IOTMYECKME PeaKL MM Ha reHe-
TUYECKOe TeCTUPOBAHNE B CEMEMHOM KOHTEKCTE
M cemeliHoe BAUAHME Ha peLleHuA O 340Pp0Bbe.
ByayLwne nccnefoBaHUA AOMKHbBI NPOAHANN3UPO-
BaTb NPOLECC NMPUHATUA PELLEHWIA O TEHETUYECKOM
TECTUPOBAHUUN UAN U3MEHEHUW MOBEAEHUSA KOH-
KPETHO B KOHTEKCTE CEMEWHbIX OTHOLLIEHWUI U pas-
paboTaTb METOAMKY UHTEPMPETALLMN Pe3yNbTaToB
reHeTUYEeCKOro TECTUPOBAHMA C YYETOM CEMEMNHbIX
ueHHocTen?°.

E. Abel, S. D. Horner, D. Tyler, S. A. Innerarity 2*
paccMaTpuMBatoT BONPOCHI MOANTUKM, CBA3AHHbIE C
reHeTUKOW, KOTopble BAUSIOT HAa CUCTEMbI 34,paBO-
OXpaHeHUA, MOCTaBLMKOB MeAULIMHCKUX YCAYT U
MX NALMEHTOB: KOHPUAEHLMANBHOCTb, MacCOBbI
CKPUHUHT, CEMEWNHbIV CKPUHUHT U pacnpocTpaHe-
HWe 3HaHW. [oCTYNHOCTb, CTOMMOCTb M 3TUYECKME
NocneAcTBUA ABNAIOTCA BaXKHbIMM AMCKYCCUOHHbI-
MW MOMEHTaMM A/1A KaXKA0ro M3 BblleyKa3aHHbIX
acnekTos. B chepy KOHPUAEHLMANBHOCTM BKAIO-
YyeHbl BOMPOCHI CTPAXoOBaHUA, 3aLLMUTbI AAHHbIX U
npobnaembl AUCKpUMUHaLMK. NocneacTema ans
NONIUTUKM OBLLECTBEHHOIO 34PpaBOOXPaHEHMA,
CBA3aHHbIE C MPOrpamMmmaMm MaccoBOro CKPUHMUH-

ra, BKAto4atoT B cebs apPeKTUBHOCTb CKPUHMHTO-
BbIX TECTOB, AOCTYNHOCTb MEPBUYHbIX M BTOPUYHbIX
BMeLLIaTeNbCTB, 3aTPaTbl HA OLEHKY Nporpamm.
Bonpocbl NOAUTUKM A5 CEMENHOTO CKPUHUHTIA
AHA/IOrMYHblI MAaCCOBOMY CKPUHUHTY C AOMOAHMK-
Te/IbHbIMU NPOobaeMaMm B OTHOLLIEHUM KOHPUAEH-
LMasbHOCTM U [OCTYNHOCTU aZleKBaTHbIX PECYPCOB,
B TOM YMC/le MEANLMHCKUX PAaBOTHUKOB U KOHCY/b-
TAHTOB, 0OYYeHHbIX reHeTuKe. Mo MHeHUto aBTo-
POB, pacnpoCTpaHeHMe 3HAHNN UMEET peLlatoLLee
3HayeHue AN noaaeprkaHna obmeHa KaMHUYe-
CKOM MHPOpPMaLMEN N NPUMEHEHMUA FeHETUYECKUX
TEXHO/IOTUI U METOZO0B NieveHusn. Mo mepe pacwu-
pPeHUA reHeTnYecKon nHpopmaumm noTpebHoCTb B
pacnpocTpaHeHnn 3HaHui byaeTt Bo3pactaTtb. O6-
CY)KAAEeTCA BO3MOMXKHOCTb NpMBAEYEHNA KBANUDU-
LMPOBaHHbIX MeAcecTep K y4acTuto B TaKol paboTe
nocsie ux cnewmanbHON NOATOTOBKM.

Takum obpasom cneayeTt NpmM3HaTb, YTO Ha
njeyun co3faBaemMblX CAMOpPEeryMpyemMbix opra-
HMU3aUMI, 06beanHALWMX CybbeKTOB npodec-
CUOHANbHOM AeATEeNbHOCTU, AO/IXKHA IeYb 3aa4a
OCYLLEeCTB/IEHUA NPOCBETUTENbHOM AeATeIbHO-
CTM U AONONHUTENBHOIO NPOdEeCcCUOHANBHOIO
obpa3oBaHuA. ITa AeATENIbHOCTb A0JIXKHA ObITb
HanpaB/ieHa Ha NOATOTOBKY KaK CNeLmnanancTos,
OCYLLECTBNAIOLLNX CEKBEHMPOBAHWNE, BpayYen-re-
HETUKOB, Bpayel- KAIMHULUCTOB PA3IMYHbIX Cre-
LUManbHOCTEN, Bpayei obLLel NpakTUKN, cpeaHero
MeANLMHCKOTO NepcoHana, Tak U NoTEHUMANbHbIX
notpebutenen ycnyr — HaceneHue, 3aMHTepeco-
BaHHOE B NOJYYEHUU FreHOMHOM MHPOPMALUK.
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