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MosicHumenbHbIU O0KNao

HacToswui MNosicHuTenbHbIM goknaa K JononHuTensHOMY NpoTokony K KoHBeHuumn o
npaBam Yenoseka n GromeamumHe, KacaroLweMycs reHeTU4YEeCKOro TECTMPOBaHNs B
MeOMLIMHCKUX LIeNsiX, COCTaBMeH noa pykoBoacTBoM eHepanbHoro cekpeTtapsi CoBeTa
Esponbl.

B HacToswem lMNMoscHMTensHOM AOKNaAe yYUTbIBAIOTCA MAEN, BbiCKa3aHHbIE B X04e
obeyxaeHust B Pykosogsilem komuteTe no 6noatuke (CDBI) n ero paboyen rpynne,
KOTOPOW BbINO NOPYYEHO cocTaBrneHne npoekTa MNpoTokona; B HeM Takke Yy4MTbIBAOTCH
3amMevaHus 1 npegnoxexusa generauunin. 7 mas 2008 roga KomnteT MUHMUCTPOB Aan
pa3pelueHve Ha onybnukosaHue [oknaga.

MosicHuTenbHbBIN AoKNag He ABnseTcs oduumanbHbIM TornkoBaHeMm [poTokona. Tem He
MeHee OH OXBaTblBae€T OCHOBHbIE BOMPOCHI NOATrOTOBUTENBHON paboThl, a
cofepxaliascsi B HemM MHOopMaLmMs NO3BOMSET NyyLle NOHATbL NpeaMeT U Lienu
MpoTtokona n gaeT 6onee sicHoe npeacTaBrneHne o chepe NPUMEHEHNS €70 NONOXKEHWUNA.

BBEJEHWE

1. Bnarogaps uccrnefoBaHuam B obnacti 6uonorum n MeauumnHbl 6b1nm OCTUTHYTHI
BblJAOLLMECS YCNEeXU B TOM, YTO kacaeTcsl 340pOBbs Yenoseka. B aTom oTHowweHUn
ofHon n3 Hanboree MHoroobeLLaLLMX HayK MPeACTaBnAeTCa reHeTuka. 3HaHve
reHoma 4eroBeka sIBMSETCH MCTOYHUKOM BaKHbIX AOCTVXEHUA. Cpean HUX —
pa3paboTka reHeTUYECKNX TECTOB, BKMIOYAOLWMX aHann3, KOTOPbLIN NO3BONSET BbISBUTb
reHeTUYecKkme XxapakTepuUcTUKU, OTBETCTBEHHbIE 32 BO3HUKHOBEHMWE TOTO Ui MHOTO
3aborneBaHusi (MOHOreHHble 3aborieBaHUs) UK BRKSIIOLLME Ha ero pa3BuTue
(MHOrodbakTopHble 3aboneBaHns, Ha pa3BUTUE KOTOPbIX BIUSIOT U MHblE akTopbl). ATn
TeCcTbl NO3BOMSIOT AUArHOCTUpoBaTh 3aboneBaHve Unn NOATBEPAUTb ANArHo3 y nuua, y
KOTOPOro yke ob6HapyXeHbl cCMMNTOMbI 3a6oneBaHus. Ho OHM No3BOMSAOT Takke
BbISIBNSATL FEHETMYECKME MyTauum, OTBETCTBEHHbIE 3a 3aboneBaHue, KoTopoe
pa3BMBaeTCs TONbKo Ha 6ore No3aHUX CTaausX XU3HW, UMK 3a NPEAPACNONOXEHHOCTb K
3aborneBaHuio eLlle [0 Toro, kak 0bHapy»xaTcs ero CUMMTOMbI.



2. PaHHee BbiiBNeHWe reHeTUYECKUX XapakTEPUCTUK C MOMOLLbIO TECTOB MOXET HECTU
6naro ¢ TOUKM 3peHUsT 3[0POBbS, €CIM NO3BONSIET COOTBETCTBYHOLLEMY JMLY NPUHATD
npogunakTmyeckme Mepbl UM YMEHbLUUTb PUCK, U3MEHWUB 06pas M3HW Unu
oKkpyxatoLyto cpeay. OgHako B OTHOLLEHUM BONbLUMHCTBA reHeTnYecknx 3abonesaHuin
TaKoro poZa BO3MOXHOCTYM MOKa eLLe O4YeHb orpaHuyeHbl. K ToMy e pesynbTtaThbl
reHeTU4YeCKoro TecTta 3a4acTyo BeCbMa CIiOXHbl, U 1Ly, Ybn NHTEpeCbl OHN
3aTparvBatoT, 3a4acTyto TPYAHO MOHATb UX 3HAYEHWUE U CMbICH.

3. HakoHeL, reHeTnYeckoe TeCTUpoBaHue Bce Gornblue npespallaeTcs B
HEOTbEMSIEMYIO YaCTb BPa4eBHOM NPaKTUKK, HO O4HOBPEMEHHO Mosy4aeT
pacnpocTpaHeHne NpsMoe KOMMEPYECKOe NPeasioKeHNe reHeTUYECKUX TECTOB BHe
KaKkux 6bl TO HY BbINO CUCTEM 34PABOOXPAHEHMS.

4. HacTosawmmn JononHuTenbHbIN NPOTOKON K KOHBEHUMM O npaBax yenoseka u
6uomeauLmMHe, KacaloLMIACa reHETUYECKOro TECTUPOBAHUST B MEAULMHCKUX LiENsiX,
pasBMBaeT NpUHUMMbI, BonnoweHHble B KoHBeHLuK, € TeM, 4Tobbl obecneunTs 3awmTy
nofen B 0TAENbHO B3SITON chepe reHeTM4eCKMX TECTOB, KOTOPblE NPOBOASATCS B
MEONLIMHCKNX Lensx.

5. Llenbto MpoTokona siBnsieTcs onpeaeneHme v 3alyTta OCHOBHbIX NMpas N, Ybi
MHTEpeChl 3aTparMeatoTca Npu NPOBeAEHUN FeHeTUYECKUX TECTOB B MeAULIMHCKMX
uensix.

MoaroToBka npoekTa NMpoTokona

6. B 1991 r. B cBoewt PekomeHaaummn Ne 1160 MNapnameHtckasi Accambnest CoeTa EBponbi
pekomeHgoBana Komutety MUHUCTPOB «NpedycMoTpeTh BbIpaboTKy pamMOYHOWM KOHBEHLIMN,
COCTOSILLIEN N3 OCHOBHOIO AOKYMEHTa C U3NOXEeHEM OBLLMX NPUHLMMOB U AOMNONMHUTENBHBIX
NPOTOKOMOB MO OTAENbHLIM acnekTamy».

7. KoHBeHUMSA 0 npaBax YenoBeka 1 buomeanumHe bbina npuHata Kommutetom MuHuctpos 19
Hos16ps 1996 r. B ToMm e rogy KomuteT MunHucTpoBs nopyuun PykoBoasLemMy KOMUTETY Mo
6unoatmke (CDBI) «nogrotoButhb NpoekT MpoTokona Kk KoHBeHLuM 0 npaBax Yyenoseka u
6uomeauumHe no npobnemam, CBA3aHHbIM C FeHETUKOM YENOBEKa» U, COOTBETCTBEHHO,
npeanoxun PykoBoasLLleMy KOMUTETY «Kak MOXHO ckopee HavaTb paboTy Haz NPOeKTOM 1
y4ecTb Takke Npobnembl, BO3HUKAIOLLME B CBA3N C UCMONb30BaHNEM U 3aLLMTOW pe3ynbTaToB
NPOrHOCTUYECKUX TECTOB, BbINOMHAEMbIX C MHBIMW LIENAMU, HEXeNn MeauLmnHa 1 CBS3aHHbIe
MEAMLMHON Hay4Hble UccneoBaHUs».

8. Ha cBoem 12-m 3aceganuu (17—19 nioHs 1997 r.) PykoBogsLwmii KOMUTET Ha3Ha4Ywn g-pa
Ltedana BUHTEPA (Fepmanus) npeacenatenem Paboyen rpynnbl no BONpocam reHeTukm
yenoBeka (CDBI-CO-GT4) n noctaHoBwn npoeectn 12—14 Hosibpsa 1997 r. nepsoe
npeaBapuTenbHoe 3acedanve. NMommumo a-pa BuHTepa ans yyactus B 3acegaHum 6binm
HasHayeHbl 4-p AnaviH Mo (Benukobputanus), r-xa Pyt Peliccep (LWBenuapwus) u r-xa JleHa
MoHccoH (LLseuust). 3atem 21-22 anpenst 1998 r. B JlyseHe (Benbrus) coctosinack paboyas
BCTpeYa Ha Temy «MeanuUMHCKNe, 3TUYECKME 1 CoLmanbHble acnekTbl HOBbIX U NEPCMNEKTUBHBLIX
[OOCTWKEHWIN B rEHETUYECKMX UCCNefoBaHusax», a B 8 uoHa 1998 r. B Ctpacbypre npoLunm
CrnyLlwaHus ¢ y4acTvem eBpOonencKknx opraHnsaumin nauneHTos. Ha cBoem nepsoe 3acegaHvn B
ceHTsi6pe 1998 r. Paboyas rpynna ncxoauna, Npexae BCEro, U3 3aKMYEeHUIN 3TUX PasnnyHbIX
BCTPeY O TOM, Kak crefyeT HaunmHaTb COOTBETCTBYHOLLYO paboTy.

9. BmecTe ¢ Hayanom aTon paboTtel CDBI npogomkan paboTy Haf OKOHYaTENbHBIM TEKCTOM
HononHutensHoro npotokona k KoHBeHLMn 0 npaBax Yernoseka n 6GuoMeamumHe B OTHOLIEHWN
TpaHcnnaHTauMmy opraHoB 1 TKaHe YerioBEeYeCKOoro NpoucXoXaeHus (OTKPbIT AN NoAgnMcaHns
24 gnBaps 2002 r.) v JononHutenbHOro npotokona k KoHBeHUun o npaBax Yernoseka 1



6uomegnumHe B 06nactn bMoMeauUMHCKMX nccrnegoBaHui (OTKPLIT ANs nognvcaHms 25
sHBaps 2005 1.).

10. B deBpane 2003 r. Paboyel rpynnoi no Bonpocam reHeTuku Yyenoseka (CDBI-CO-GT4)
6bIn 06HapoaoBaH AnsA obcyxaeHns n cbopa 3ameyaHuii paboyumnin JOKYMEHT C U3NOXEHNEM
MTOrOB MNpOBeAEeHHbIX K TOMY BpeMeHn Paboyelt rpynnoit AMckyccuidi no Bonpocam npuMeHeHus
[OCTUXEHWI FTEHEeTUKN B MEOULIMHCKUX LENsX.

11. B pekabpe 2003 r. CDBI nepecmoTpen nonHomoums n coctas CDBI-CO-GT4, npyHumas Bo
BHMMaHne HeobxoaAMMOCTb Hannumsa B coctaBe Pabouer rpynnbl Takke U npeacraBuTenem
MHBIX crieumanbHOCTen ¢ TeM, YToBbl MMETb BO3MOXKHOCTb pa3paboTaTh MonoXKeHus,
Kacarowmecs npuema Ha paboTy 1 CTpaxoBaHus.

12. Ha cBoem 27 3acepaHuu (18-22 oktabpsa 2004 r.) CDBI cornacwrics, 4to NpoTokon fommkeH
€OCPeaoTouMTb BHUMaHWE Ha BOMPOCax FreHETUYECKOro TECTUPOBAHWMS, NOCKOSIbKY reHHas
Tepanus — 3To Npexae Bcero uccnegoBaTtenbckas npobnema, Tak 4To nobble NonoXxeHUs no
AaHHOMY MoBOAY, KOTOPbIE MOXHO BHECTU B [poTokon, 6yayT MMeTb NiLLb OrpaHUYEHHYIo
LeHHOCTb. Ha ToM e 3aceaaHnmn BbIno peLueHo NCKMIYUTL 13 cdepbl AencTars MNpoTokona
reHeTn4yeckoe TeCTMpOBaHWe, MPOBOAVMMOE C Lienbio MAEHTUMUKaLUM NNYHOCTU. AHaNornyHoe
peLueHmne BbII0 MPUHATO B OTHOLLEHWUN UCCIef0BaHWN, Y)Ke oxBaTblBaeMblxX B 06LLeM Buae
HononHutenbsHbIM NpoTokonom k KoHBeHUMK o npaBax Yenoseka u GuomeamumHe B obnactu
GromeanLMHCKMX nccnenoBaHni, NpuHaTeiM Komutetom Munuctpos 30 unioHs 2004 r.

13. Ha cBoem 29 3acegaHum (17—21 okta6psi 2005 r.) CDBI, npyH1Masi BO BHUMaHue BaXXHOCTb
npobnem, CBA3aHHbIX C MPeHaTarnbHbIM FEHETUYECKUM TECTUPOBAHMEM, @ Takxe UX cneLundmky
1 CMIOXHOCTb, MoATBEPAUN NpuHsAToe UM B 2001 1. pelueHne UCKNioYnTbL U3 cpepbl 4eNCcTBUSA
MpoTokona BOMPOChI FeHeTUYECKOro TECTUPOBaHNSA YeroBeyeckoro ambpunoHa v 3apogeIa,
cynTas, YTo 3TV BOMPOCHI 3aCMYXMBAKOT CAMOCTOSITENBHOIO PaCCMOTPEHNS.

14. Ha 30 3aceganum (2-5 masi 2006 r.) CDBI npuHsn pelueHve pasgenuts npobnemaTmky
MpoTokona n paspaboTaTb OTAENbHbIE AOKYMEHTbI B OTHOLLEHNW FrEHETUYECKOro TeCTUPOBaHUS
B MEAMLIMHCKVX LIeNsX U reHeTUYEeCKoro TeCTUPOBaHWA ANs Lenen npyema Ha paboTy u
CTPaxoBaHus.

15. TekcT MNpoTokona 6bin ogobpeH PykoBoasAwmmM KOMMTETOM Ha ero 32 3acegaHum (4—8
nioHsa 2007 r.) noa npeacenatensctBom npod. Anmapa fAonnensdensaa (MFepmaHus). 24
sHBaps 2008 r. MNapnameHTckas Accambnes BbiHecna 3akntoyeHne Ne 267 (2008) no
MpoTokony, ocHoBbIBasiCb Ha AoKNaae, NOAroTOBNEHHOM r-HOM Yoaaprom ans Komuccun no
KynbType, Hayke 1 06pa3oBaHuWIio U Ha 3aknoyeHnn, nogrotoerneHHom M. Xanbaxom ans
Komuccuu no topyanyeckum Bonpocam 1 npaeam venoseka. 7 mas 2008 r. MpoTokon 6bin
npuHAT KommuteToM MUHUCTPOB.

MocTaTeniHble KOMMeHTapum k lpoTokony

HasBaHue

16. [lokyMeHT HOCUT Ha3BaHWe «[JoNoNHUTENbHLIN NPOTOKON K KOHBEHLMM O 3awwuTe npae n
[OCTOMHCTBA YerioBeka B CBA3W C NPUMEHEHWEM OOCTVKEHWUI BUONOrMM U MEANLMHBI
(KoHBeHUMS 0 MpaBax YeroBeka 1 GruoMeanLMHe), KacalLwmncs reHeTUYeCcKoro
TECTUPOBAHUS».

Mpeambyna

17. KoHBeHUuS 0 3awuTe npas 1 AOCTOUHCTBA YesloBeKka B CBA3N C NpUMEHEHNEM OOCTUXEHU
Guonornm n MeaunLmMHbI (KOHBeHLI,VIﬂ O npaBax 4venoBeka u GMOMe,ElI/ILlMHe), Oanee nveHyemasa
«KoHBeHUMAY, npenocraBndeT 3aluTy U rapaHtun B cq)epe 6uonornm n MeguUmnHBbI, BKITtoYast
reHeTuKy YyenoBeka.



18. Mogo6Ho MpoTokony o 3anpeTe KNOHUPOBaHUS YEMNOBEYECKUX CyLLECTB U MpoTokony o
TpaHcnnaHTaLumm opraHoB W TKaHel YeNoBe4YecKoro npoucxoxaeHust u MpoTokony o
GVOMeaNLMHCKUX UCCEROBaHMSX, JOMNONHUTENBHDIA MPOTOKOMN O FeHETUYECKOM TECTUPOBaHUM
B MEOULMHCKUX LIENsIX AOMOMHSET 1 pa3BmnBaeT nonoxeHust KoHeeHumm. Lienb MpoTtokonos —
pa3speLunTb 3TUHECKME M NPABOBbIE BOMPOCHI, BbI3BAHHBIE K XKU3HU YXKEe UMEIOLMMUCS UMK
OyayLUIMMU HAYYHBIMW OOCTVKEHUAMU, NyTeM AanbHenLwero passuTus npuHumnos KoHseHumm
NPUMEHWUTENBHO K TAKUM KOHKPETHLIM 06MacTsiM, kak reHeTMYeckoe TeCTMpOBaHMe.

19. B Npeambyne k gaHHoMy MpoTokony BHOBb noaTBepxaatoTcs Lenu CoseTta EBponbl 1
KoHBeHuuu. B Hell copepxumTcs cebinka Ha KOHBEHLIMIO O 3alumTe YacTHbIX NAL, B OTHOLUEHWU
aBTOMaTU3MPOBaHHOM 06paboTkN AaHHbIX MMYHOro xapakTepa ot 28 sHeaps 1981 r. B Hel
ynomMmuHaeTcsi U paboTa, BbINONIHEHHANA APYTMMU MEXNPaBUTENbLCTBEHHBIMW OpraHM3aumsamMm, B
YacTHocTH, Beeobas [leknapaums o reHoMe Yernoseka v npasax Yenoseka, nogaepxaHHas
"eHepanbHon Accambneeinn OOH 9 ceHTabps 1998 r.

20. B Hen oTMeyvaeTcst 1 ocobas CBS3b MeXAy YneHaMu OgHou ceMbi, 0bycrnoBneHHas
0oBLUMMU ANS HUX FreHeTUYeckumun npusHakamu. B MNpeambyne Takke oTMevaeTcs
npeALLecTByOLWMIA onbIT paboTbl KomuteTta MnHUCTpoB m NapnameHTckon accambnen B
OTHOLUEHNM BUOMEANLMHCKMX UCCNEA0BaHNI, KOTOPLIN OblN YYTEH NPU NOATOTOBKE AAHHOIO
[ononHuteneHOro NpoTokona.

21. B Hell nogyepknBaeTCs pornb nporpecca bBMoMeanNLMHCKUX HayK B CHUDKEHWM
3ab0neBaeMoCT! U CMEPTHOCTM 1 B MOBbILLEHUM KAYeCTBa XWU3HU, a Takke oTMevaeTcs
noTeHumanbHas Nonb3a reHeTUKN C TOYKW 3peHns 30opoBbsi. BmecTe ¢ Tem npusHaeTcs
6eCcnoKoncTBO, Bbl3biIBaEMOE BO3MOXHOCTAMWN HEHaANeXallero Ncnonsb3oBaHns nHopmaumum,
nony4Yaemou npu reHeTU4eCKoM TECTUPOBaHUN.

22. lNpeambyna Takke oTAaeT AOMMKHOE NpeaLecTByoLlen pabote Komuteta MUHUCTPOB 1
MapnameHTckon accambnen B OTHOLLEHWUN FEeHEeTUYECKMX YCIyr, KoTopas bbina yuTeH npu
noAroToBke AaHHOro [JononHWTeNbLHOro NpoToKona.

23. B Mpeambyne noateepxaaeTcs pewmnmocTs CTOPOH NpOTOKoNa NpMHUMaThL Bce
HeoGXoauMble Mepbl C TeM, YTOObI rapaHTMPOBaTb YENOBEYECKOE AOCTOMHCTBO M OCHOBHbIE
npasa 1 cBo60o/ibl NIMYHOCTY B CBA3M C FEHETUYECKUM TECTUPOBAHMEM B MEAULIMHCKMX Liensx. B
Hell NoAYepPKMBAKOTCA HEKOTOPbIE U3 (hyHAAMEHTaNbHbLIX MPUHLUMOB, Ha KOTOPLIX GasupyeTcs
3Ta PeLmmMocCTb:

. 3anpeT Bcex hopM ANCKPUMUHALIMK, B YACTHOCTU, AMCKPUMMUHALIAN MO NPU3HAKY
reHeTUYECKNX XapaKTepUCTHK;

. PaBHbI U CNpaBeAnMBbIA JOCTYN K reHeTUYECKUM yCryram Haanexaluero
KavecTBa

MABA | — lNpegmeT n 06nacTb NpUMEHEHUS
Crtatbs 1 —NpeameT u uenb

24. NaHHasi cTaTbsl OCHOBbIBaeTCsl Ha hopmynmpoBkax CtaTeun 1 KoHBEHUMM O npaBax
Yyernoseka n GuomegnumnHe. OHa onpefenseT, YTo npeameTom NpoTokona ABnseTcs 3awmTa
[OCTOMHCTBA U MHANBMAYaNbHOW LIeNOCTHOCTU YenoBeka 1 obecneyeHne Kaxagomy 6es
VCKMIOYEHMS COBNIoAeHNS HEMPUKOCHOBEHHOCTW JIMYHOCTY 1 APYrUX MpaB 1 OCHOBHbIX CBOGOA,
B CBSA3M C TEMW TECTaMW, Ha KOTOpbIE pacnpocTpaHsaeTcs AaHHbIn [poTokon.

Crtatbs 2 — Cdpepa npumeHeHus

25. B gaHHon cTtaTbe ycTaHaBnmBaeTcs cdepa npuMeHeHns MNpoTokona u onpegenstoTes
OCHOBHbI€E MOHATUS, UCMOMNb3yeMble B HEM.



26. B MyHkTe 1 yka3biBaeTcs, UTo MNPOTOKON NPUMEHSIETCS K TECTAM, BbINOMHAEMbIM B
MeOMLMHCKUX LensiX, BKMoYaoLwmMM aHanma Guonornyeckux o6pasuoB YenoBeyeckoro
NPOUCXOXKOEHNS U MPECNeYIOLLM KOHKPETHYIO LieSb BbISBUTb FEHETUYECKVE XapaKTepucTuKu
VHOMBUAA, yHACcNeAoBaHHbIe UMK NMPUMOBpeTeHHbIE B XO€e PaHHErO NpeHaTanbHOro pa3BuTyS.

27. o aton npuynHe npOTOKOJ‘I He pacnpocTpaHAeTCA Ha reHeTU4YeCkmne TeCTbl, BbINOJTHAEMbIE
B Lenax VI,D,eHTVId)I/IKaLI,VIVI, TaKne Kak TeCTbl, BbINOJIHAEMbIE B paMKax Cy,D,e6HO-Me£I,VILlVIHCKOl7I
QKCNepTun3bl nNn Ang yCTaHoBNeHNA poanuTenbCTBa 3a UCKNIYeHUeM crydyaeB, Korga nogobHble
aHanunsbl npeanpMHUMMarTcAa B MeAULUMHCKNX Lensax.

28. Kpome TOro, ycnosue, B COOTBETCTBUN C KOTOPbIM [TpOTOKON NPUMEHNM NULLIb K TECTaMm,
BKITHOYAIOLLMM UccrnefoBaHme buonornyecknx o6pasLoB, UCKIYAET U3 PACCMOTPEHUS cryyamn
cbopa reHeTU4eckon nHopMaLmm NyTeM U3y4eHusi CeMenHon NCTopum.

29. Onpe,qeneHme MOHATUSA «FT€HETUYECKUIN TECT» OCHOBbIBaAETCHA Ha OBYX 3N1IeMeHTax:
MCMNonb3yemMoM METOAE U Lienu NpoBeAeHus Tecta. Takum 06pa3oM, «reHeTUYeckuii TecT»
crnefyeT NOHUMATL Kak Npoueaypy, BKIOYaOLLYH U3baTue (TaM, rae 3T0 YMECTHO),
Buonornyeckoro MaTepuana 4YeroBe4Yeckoro NPOUCXOXAEHWS, N aHanM3 nory4yeHHo! Ha OCHoBe
3TOro MaTepwuana nepcoHanbHou nHgopmauun. 3Ta npoueaypa npecneayet Lenbio
yCTaHOBIEHNe reHeTUYECKNX MPU3HAKOB MHAMBUAA, YHAcCneA0BaHHbIX U NPUOGPETEHHBIX B
XoAe paHHero npeHatanbHOro pasBmuTUA. [NoHATUE TaKUX FEHEeTUYECKUX NpU3HaKoB OXBaTblBaE€T
1 Te€ NPU3HaKK, YTO yXXe NPUCYTCTBYIOT B raMeTax poauTernemn u, COOTBETCTBEHHO, NepeaatoTcs
NoTOMCTBY, M Te, 4TO NprobpeTaloTCs Ha paHHUX CTaausix NpeHaTanbHOro pasBuTus,
npeaLecTeyoWmxX AnddepeHLMaLmm 3apoabileBon MMHMKU. O reHeTUYeCKMX NpusHakax,
yHacrnegoBaHHbIX UMK NPYOBpeTEHHBbIX HA paHHUX CTagusX NpeHaTanbHOro pa3BnTus MHoraa
rOBOPAT Kak O «F@HETUYECKNX NpU3HaKax, NnepefaBaeMbix MOTOMKam». Takum obpa3om, AaHHOe
NMOHATUE HE BKIMKYaeT reHeTu4eckme MO,EI,I/ICbI/IKaU,VII/I, KOTOpbIM MOryT NOABEPrHYTbCA 3a nepunoa
KU3HM NULLb HEKOTOPbIE COMaTUYECKNE KNEeTKN NoA BO3OENCTBMEM, HANPUMEp, YCIOBUIA
OoKpy>KatoLen cpefbl.

30. MpoTokon pacnpocTpaHsieTcs Ha Nobble FeHETUYECKUE TECTbI, BbIMOSHSEMbIE B
MEeOMLIMHCKUX LIeNsIX KaK Ha XXMBOM, Tak U Ha yMepLUEM nuue (B UHTEpecax YrieHOB CEMbU 3TOMO
nocnegHero) unu Ha GuonorMyecknx MaTepuanax YenoBedeckoro nponcxoxaexus. Croga
OTHOCATCA ANArHOCTMYeckue, NPOrHOCTUYECKNE TECTbI, UMM TECTbI, NPOBOAMMbIE HA 300POBbLIX
HOCUTENSIX, TaK Xe Kak hapMakoreHeTuyeckme TecTbl. [MokpbiBatoTcs MNPOTOKONIOM U TECTHI,
KOTOpble npeafiaraeTcsl NPoOBOANTb B paMKax MNPOrpaMM reHeTUYECKOrO CKPUHMHTA.

31. U3 cpepbl NnpumeHeHusi NpoTokona UCKIMYeHbl TECTbI Ha YENOBEYECKOM 3MOPUOHE U
3apoppiwe. Takum o6pa3om, NMpoTokonom He NokpbiBaeTcs npemmnnaHTaumonHasa (PGD) n
npeHatansHas (PND) reHeTuyeckas AMarHOCTMKa, BKIOYas TECTbI HA MOMSIPHbIX TenbLaax
(ManeHbKUX rannonaHbIX KneTkax, CoaepKallmx OAMHapHbIN HAabop XPOMOCOM, MOPOXKAAEMbIX
00LMTOM B X0fie Melo3a — npoLiecca, B pesyfibTaTe KOTOPOro penpoayKTMBHbIE KNETKW AensTcs
1 06pasyloT rameThbl), @ TakkKe TeCTbl, BbIMOMHSAEMbIe Ha NPUCYTCTBYIOLLMX B MaTePUHCKON
KPOBMW KOMMOHEHTax 3MBPMOHarnbHOro nnu petanbHOro NpomcxoxaeHns (takux, kak AHK vnn
KINETKM) C Lenbto Nony4YmTb MHGOPMALIMIO O 3apOAblLLIe Ui SMOPUOHE.

32. VicknioyeHbl U3 cdepbl NPUMEHEHUS NPOTOKOMA U FreHETUYECKME TECTbI, BbINOSHSAEMbIE B
HayyHbIX Lensax. OgHako BaXHO OTMeTUTb, 4To CtaTbs 12 KoHBEHUMM MpYMeHMa n K
NPOrHOCTUYECKNM TECTaM, BbINOMHAEMbIM B MEANLIMHCKUX LIENSAX, U yCTaHaBNMBaeT, YTO Takue
TECTbl MOTYT NPOBOANTLCH TOMNBLKO MPU YCITOBUM COOTBETCTBYHIOLLLETO reHeTUYECKOro
KOHCYINbTUPOBaHWSI.

33. CnepyeTt OTMETUTb, YTO HEKOTOPbIE FTEHETUYECKME TECTbI, AaXe Ha CcTagun
3KCNeprMeHTa, CrocoBHbI BbISIBUTb AaHHbIE TMYHOMO XapakTepa, MMerLLmMe OTHOLEeHWe
K COCTOSIHUIO 3[10POBbsi COOTBETCTBYIOLLErO Nnuua. [lononHUTENbHbIN NPOTOKOM K
KoHBeHLMK 0 NpaBax YenoBeka n GruoMeauumHe, kacarLwmics GMoMeauLIMHCKNX
nccnegoBaHuii, B CtaTtbe 13, YacTtb 2. v., roBopsa 06 MHpopmaumm, KoTopas 4OMmKHa
NpenoCcTaBnATbCS yHaCTHMKAM TakMX UCCreoBaHWi, npegycMaTpuBaeT, B YHAaCTHOCTY,
4YTO UM JOJKHA ObITb cCoObLLEHA KOHKPETHAst MHOPMaLMS «O MexaHu3Max 4ocTyna K
CYyLLEeCTBEHHOW ANsi yHaCTHUKOB UHAOpMaLun, Nony4yaemMon B pesynbraTe



nccnenoBaHus». Kpome Toro, B lNyHkTe xv MpunoxeHunsa k Tomy xe MNMpoTtokony
npegycMaTpyBaeTCs, YTO STUYECKUI KOMUTET AOMMKEH ObITb MPONH(POPMUPOBAH O
«MPeayCcMOTPEHHbIX MexaHn3Max obpalleHusi ¢ MHopMaLmeit, KoTopas MOXeT ObITb
nony4yeHa B pesyrnbTaTe UccreoBaHUsi OTHOCUTENBbHO HacTosLwero unu byayuiero
COCTOSIHUSI 300POBbSA NpeAnonaraeMbiX Y4aCTHUKOB UCCNEAOBAHUS U YNEHOB NX
cemely. JTO B MOMHOM Mepe NPUMEHUMO K reHETUYECKOMY TECTUpOBaHuio. B
MosicHuTensHom poknage k MpoTokony 3To NONOXEHNEe KOMMEHTUPYETCS CIEAYHOLLM
obpaszom (MyHKT 57): « NOCKOMbKY AN TOro, YToObl 0OGBACHUTL YH4ACTHUKY
nccrnenoBaHusi CyTb MOMYYEHHbIX PE3YNbTATOB U UMEIOLLMECS Y HEFO BO3MOXHOCTU
BblGOpa, MoryT notTpeboBaThbCs HaAnexallee KOHCYIbTUPOBaHUE U MHasi MOMOLLb
MeAMLMHCKOro Xxapaktepa». Takum obpasom, CornacHo npuHLMnam, N3noXeHHbIM B
naBe IV ykazaHHoro NpoTokona, Haanexatias npakTuka B JaHHOW cdepe ¢
Heo6XoAMMOCTLIO NpearnonaraeT NpeoCcTaBneHne Tako MHpopmaumm n, Tam, rae 31o
TpebyeTcs, reHeTUYECKOro KOHCYNbTUPOBAHUS.

34. Yalle Bcero nccnegoBaHue duonormyeckmx o6pasuoB — 370 aHanm3 XpoMOCOM Unn
aHanus, kacawowmca QHK unn PHK. OgHako MpoTokon cuntaeTcs NpUMMEHMMbIM U K
TecTam, BKIoYaLwmMm aHanu3a noboro Apyroro afeMeHTa 1 No3BorisioLMM NoNyYnTh
WH(OPMaLUIO, KOTOPAs C TOUKU 3PEHUS BbISIBNEHWUSI TEHETUYECKNX NMPU3HAKOB
WHAMBMAA, YHacnegoBaHHbIX UM NPUOBPETEHHbIX B XO4€e paHHEro npeHaTtanbHoro
pasBUTUSI, paBHOLIEHHA MHGOpPMALIMK, NMONy4YaeMoil YkasaHHbIMY BbilLe METOAAMMU.

35. TepMUH «paBHOLEHHas nHopmaumay cnegyeT NOHUMAaThb B 3HAYEHUU
WHGOPMaLUK, NPSIMO CBA3AHHOM C UCKOMbIMY FEHETUYECKUMUN XapaKTEPUCTUKaMMU.
VccnenoBaHus, 0 KOTOPbIX MAET peyb, NO3BOMAKT HENOCPEACTBEHHO NOMyYaThb
MHOpMaLMIO O FEHETUYECKOM Hacneaum nuiua, nogBepraemoro TeCTMpoBaHui. Tak
obcTonT Aeno, B YacTHOCTU, KOraa UCCMNeayT NPoAYKThbl SKCNPEeCCUMU FreHOB, Takue, Kak
nNpoTeunHsbl. Heo6xoanmo NpoBoANTb pasnuyne Mexay uccreaoBaHneMm, garowmnm
MH(OPMaLMIO TaKoro poaa, U NccnefoBaHNeM, KOTOpoe NPOCTO yKa3biBaeT Ha Hanuyne
HEKUX FreHEeTUYECKNX XapaKTEPUCTUK, HO HE MPEeTeHAYeT Ha YCTaHOBIIEHME NPSMON
CBSA3M C TakMMK Xapaktepuctnkamm. Camm no cebe nogobHble cBMAETENLCTBA HE Aat0T
[OCTaTO4HbIX OCHOBaHWIA TOBOPUTbL O HANU4YMU KaKOW-TO reHeTU4eckon mogudumkaumum,
HO MOTYT yKa3blBaTb HA HEOBXOAMMOCTb AarbHENLMX UCCNEeA0BaHUNA.
MpounnocTprupoBaTh 3TO pas3nMyne MOXHO, B YHAaCTHOCTU, HA NPUMEpPE reHeTUYECKON
mMoaundukaumm, BegyLlen K runepxonectepuHeMun. B aTom cnyvae 3atparmBaeTtcsi reH
MTP (MUKpOCOManbHOro TPUrNMLepua-TpaHcepHOro NPoTenHa) U NPOaYKT
akcnpeccun atoro reHa — MTP npoTenH. [lencteue aToro npoTenHa Bbi3biBaeT
N3MeHeHMe YPOBHS XornecTepuHa B kpoBu. OQHAKo aHanmM3 KpoBU Ha copepkaHune
XOnecTepuHa 4acT NULb KOCBEHHOE CBMOETENBCTBO FEHETUYECKNX XapaKTEPUCTUK
COOTBETCTBYIOLLErO NULA, NOCKOIbKY rMNepxonecTrepuHeMust MOXeT U He ObiTb CBA3aHa
¢ MTP-reHoM U BbI3blBaTbCS COBCEM ApYrum chakTopoM. CrneaoBaTtenibHO, Takow
aHanus He gaeT «MHOopMaLnn, paBHOLIEHHOM» TOW, KOTOpYto AacT nsydenune OHK,
PHK vnn gaxe MTP-npoTeunHa, npogykra akcnpeccun MTP-reHa. B uenom xe nog
onpegeneHve TMNOB aHanuns3a, oxaatbiBaeMblX [TyHKTOM 3a, He noanagaeT aHanu3
3NIEMEHTOB, KOTOPbIE HEMOCPEACTBEHHO HE CBSI3aHbl C UOEHTUMUKALMEN NCKOMOW
reHeTUYECKOW XapakTepPUCTUKN.

36. Nop «6uonornyeckmm obpasuom» criegyet noHMMaTb Bronornyeckuii matepuman,
B3ATbIA ANS NPOBeAEeHUs 3aniaHUPOBaHHOIO reHETUYECKOro TecTa, a Takke rnobon
Ouonornyeckun matepuan, B3aTbl AN UHbIX Lienen, Ha KOTOPOM NPOBOANUTCA
reHeTU4ecKnin TecT.

MABA 1| — O6ume nonoxeHns



Cratbs 3 — NMpuoputeT Yenoseka

37. B maHHol cTaTbe yTBEPXKAAeTCs, YTo 6r1aro oTAeNbHOro YernoBeka, 3aTparuBaeMoro
reHeTUYEeCKUMI TeCTaMu, Ha KOTopble pacnpocTpaHsaeTcs MpoToKon, BaXKHee MHTEPEecoB
co6cTBEeHHO 06LLecTBa Unu Hayku. MNpuopuTeT OTAAETCA UMEHHO UHTEpecaM YenoBeka, U B
cnyvae KOH(MKTa Mexay 9TUMM MHTepecamu NPerMyLLECTBO OTAAETCS UHTepecam
OTAEnNbHOro YernoBeka.

38. Becb [JononHUTENbHbIN NPOTOKON, Lieflb KOTOPOro COCTOUT B 3aluMTe npas u
[OCTOMHCTBA YeroBeka, OCHOBbIBAETCH Ha NMPUHLMIE nNpuoputeTa YernoBeka, U ncxoas 13
3TOro crnegyeT TONMKOBaThb BCE €ro cTaTbhu

CraTtbs 4. 3anpeT AMCKPUMUHALMK U CTUrMaTM3aLum

39. B lNyHkTe 1 Ctatbn nosTopsieTcs dopmynuposka Ctatbn 14 KoHBeHUMM 0 npaBax
Yenoseka n GuomeguumHe. Ceoboaa oT AUCKPUMUHALMK NpeacTaBnsieT cobon
VHAMBMAYanbHoOe Npaeo, 3almiaemoe Ctatben 14 EBponeiickon KoHBeHUUM 0 3aluute npas
YyernoBeKa U OCHOBHbIX cBo6o. B cooTBeTcTBMM co CTaThel 14 aToi KoHBeHLuH,
«Monb3oBaHne npaBamu 1 ceobogamu, N3NOXEHHbIMY B HacTosLwen KoHBeHumn,
obecneunBaeTcs 6e3 AUCKPUMMHALM NO KakoMy Obl TO HK ObINO NpU3HaKy, Kak TO: B
OTHOLLEHMW NONa, packl, LBeTa KOXW, A3blka, PENUIMKN, MONUTUYECKUX UIN UHbIX YOeXaeHun,
HaLMOHaNbHOrO UKW COUManbHOro MPOUCXOXKAEHMUS, MPUHAANEXHOCTU K HaLMOHaNnbHbIM
MEHbLUMHCTBAM, UMYLLIECTBEHHOIO MOSOXEHWS, POXKAEHUS MU MHOTO OBCTOATENLCTBA.
MonoxeHuns Ctatbun 11 KoHBeHLMM 0 NpaBax YenoBeka 1 buomeanLIMHE, BOCNPOU3BOASATCS B
CraTtbe 4, NyHKT 1 HacToswwero MpoTokona, B KOTOPOM K 3TOMY NEPEYHI0 MPU3HaKoB
pobaensieTca reHeTMYecKkoe Hacneame nHameuaa.

40. MoHATUe AMCKPUMMHALIMK, TakuMm 0B6pasoM, ykasbiBaeT Ha TO, YTO C AaHHLIM NIULIOM
obpallatoTcs He Tak, kak ¢ apyrumu. OgHako He BCAKOe pasnuyne B obpalleHnn npeacrasnset
AVCKpUMUHaLUMio. Tak, Mepbl MO3UTUBHOTO XapakTepa, KOTopble AN BOCCTaHOBIEHUS
onpefeneHHoro paBHoOBECUSt MOTYT MPUMEHSATHLCS MO OTHOLLEHWIO K MI0AAM, MOCTaBMEHHbLIM B
HeBbIrOJHOE MOMOXEHME U3-3a UX FTeHEeTUYECKOro Hacneams, He paccMaTpyUBalOTCS B KavecTse
AnckpumuHaumm. B cootBeTcTBUM € cyaebHom npakTukon EBponerickoro cyga no npaeam
YernoBeka B CBs3M co cTaTbel 14 EBponerickort KOHBEHLMM, KPUTEPUSIMU OLIEHKW BbICTYMaKOT
YMECTHOCTb U 3aKOHHOCTb MpecrneayemMon Lienn u pasymHasi CopasmMepHOCTb UCMOMb3yeMblX
CPeACTB 1 NMpecnesyeMow Lenm.

41. B MyHKTe 2 gaHHOW CTaTby COAEPXKUTCA Takke TpeboBaHWe NPUHUMAaTL Haanexaluye Mepbl
ANS TOro, 4To6bl NPeJoTBPaTUTL CTUIMATM3aLMIO OTAESLbHBIX NUL, U TPYNM MO NPU3HAKY MX
reHeTUYECKNX XapaKTEPUCTUK.

42. Pasnuuve Mexay cturmaTtiaumein u QUCKpUMmMHaUumein MoXHO YCMOTPETb B TOM, YTO
cTUrMaTusaumst He oba3aTenbHO CBA3aHa C OrpaHNYeHNeM B MONb30BAHUN UHAMBUAYaNbHBIMU
npasamMmu. [MoHATME «CTUrMaTn3aUunMnM»OTHOCUTCA CKOpee K TOMY, Kak BOCNpUHUMaKT
COOTBETCTBYIOLLEE NMLIO UMW FPYNMy MO MPUYMHE, B AaHHOM Chyyae, UX reHeTUYECKNX
XapaKTePUCTMK HE3ABUCKMO OT TOr0, AENCTBUTENBHO NN TaKne XapakTePUCTUKN UMEIOT MECTO
WM TOMNBKO MPUMUCHLIBAIOTCA COOTBETCTBYHOLLEMY NULY Unu rpynne. CTurmaTtusaums, B
YaCTHOCTU, MOXET MPUHUMATL (hOPMY CIOB UK AeNCTBUI, KOTOpble HaKNaabiBaloT KNeiMo Ha
nmyo nnum rpynny L NO NpUYnHE KakKnxX-TO UX U3BECTHbIX UK npegnonaraemblixX
ocobeHHocTeN.

43. Cpefy BO3MOXHbIX Mep, CMOCOBHbIX NPeaoTBpaTUTb CTUrMaTH3aLmio, — opraHu3auus
LUIVPOKNX MHADOPMALMOHHO-NPOCBETUTENLCKMX KamMMaHuii Ha TeMy reHoma YerioBeka u
OTAEnNbHbIX €r0 XapakTEPUCTUK U YCNEX0oB B MO3HAHWUM FEHETUKM YerioBeka. Takme KaMmnaHum
MOryT GbiTb Kak aapecoBaHbl LUMPOKON 06LLIECTBEHHOCTU, Tak U UHTErPUPOBaHLI B
obLeobpasoBaTenbHbIe NPOrpaMmbl U NPorpaMMbl NPOGECCMOHaNbHOM NoAroToBKK. CTOPOHbI
MpoTokona AoMmKkHbI NOOLPSATE NOA0GHbIE UHULMATUBDI.



44, KoMneTeHTHble opraHbl BNacTy, y4acTeytoLme B OpraHmM3aLum CKPUHMHIOBbLIX MPOrpamm,
reHeTU4YecKoro CKpUMHUHra, MoryT obecneymeaTb U Gonee agpecHoe 1 KOHKpeTHoe
MHbOpMUpoBaHue. Beab HenocpeacTBEHHbIE YYACTHUKM TAKKUX NPOrpaMM, Kak 1 apyrue
npeacTaBUTENU TOM NOMyNALMM UNW CyGrpynmbl, KOTOPOU NpefnaraeTcs y4acTBoBaTb B HUX,
MOTYT CTOMKHYTLCA C NPo6remMon cTurMmatusaummn. CKpMHUHIOBbLIE MPOrPaMMbl TAKOro TMMa
npecneanyroT Lemb BbISBUTb UM UCKMIOYMTL C MOMOLLIbIO FEHETUYECKMX TECTOB Hanuume
reHeTUYECKUX XapaKTepUCTVK, CLEMNNEHHbIX C TeM UK MHbIM 3abonesaHuneM. BocnpusaTtue
3aboneBaHus, SBMSAIOLLErOCS NPeaMEeTOM CKPUHUHIA, U BO3MOXHOE UCTONKOBaHWeE Lenei
CKPVHMHIa MOXET MPUBECTM K CTUTMaTU3aLMmn 3aTPOHYThIX N, MoaToMy HyxHO obpaliaTb
0co6oe BHUMaHWe Ha MHPOPMALIMOHHBLIE U KOMMYHUKALMOHHBLIE acMeKTbl TakMx NporpamMm ¢
TeM, 4ToBbl CBECTU K MUHUMYMY PUCK CTUrMAaTM3aumm Takmx nnu.

ITIABA Il — T'eHeTuyeckue cnyxobl
Cratbsa 5 — KauecTBo reHeTuyecknx ycnyr

45. B paHHOI cTaTbe onpeaensieTcs Lenb u obs3atensctea CTopoH MpoTokona NpuHATL
Mepbl ANs 4OCTUXEHUS aTon uenu. Lienb — obecneunTb Hagnexallee kauecTBo paboTbl
reHeTm4eckmx cnyx6. PyHkums Takmx cnyx6, He3aBMCUMO OT TOro, rocy4apCTBEHHbIE 3TO
cnyx6bl NV YacTHble, — YAOBMNETBOPEHME NOTPEOHOCTM NL, U CeEMEN, XenarLmnx 3HaTb,
€CTb I PUCK Pa3BUTUSA Y HUX WU Nepegayy NoToMcTBYy 3aboneBaHus UM paccTporcTea,
VMEIOLLIEro reHeTUYECKYI0 KOMMOHEHTY UMK Xe NMULL, CTOSKHYBLUMXCS C TakuM
3aboneBaHMeM UM paccTpocTB. ATa PYHKUMS BKIOYAET, B YAaCTHOCTU, NPeAoCTaBreHne
UHOpMaLMK 1, TaM, rae 3To TpebyeTcs, reHeTUYEeCKOro KOHCYNbTUPOBaHWS, NPOBEAEHME
reHeTM4eCKMX TECTOB 1 MHTEPNpeTaLMio X pe3ynbTaToB, obecnevyeHe nomMoLm
COOTBETCTBYHOLLUM fMLAM U UX CEMbSAM, BKITHOYasi NpOUNaKTMHECKyo MOMOLLb, @ Takke
npodpeccnoHanbHy0 NOArOTOBKY L, OKa3blBaOLMX Takue ycryru.

46. B naHHol cTaTbe onpefensioTcs cneumduyecke TpeGoBaHWs Ha Tpex pasrnyHbIX
YPOBHSIX: HA YPOBHEe NMPOBEAEHUS TEeHETUYECKOTO TecTa, naGopatopum 1 nnu,
NPefoCTaBNSAIOLMX FEHETUYECKUE YCITYTU.

47. NyHkT a. TpebyeT ot CTopoH lNpoTokona obecneynTb, YTOOLI reHeTUYECKMEe TEeCTbl
oTBeYany O6LLENPUHATLIM KPUTEPUAM HAYYHON U KIMHUYECKOW JOCTOBEPHOCTU.

48. «Hay4Hasi [OCTOBEPHOCTbY, MHOTAA Ha3blBaeMasi Takxe «aHanuTU4eckom
[OCTOBEPHOCTbHIO», XapaKTEPU3YEeT UCTIONb3YEMbIE METOAbl U3MEPEHUS TOI
XapaKTepUCTUKKW, KOTOPYIO AaHHbIV TECT NPU3BaH YCTAHOBUTL. OTO MOHATVE BKITHOYAET, B
4aCTHOCTU, CNOCOGHOCTL TECTA MOKa3bIBaTh MOMOXUTENbHbIA PE3ynbTaT Npy HanMuMm
COOTBETCTBYIOLLEN rEHETUYECKON XapaKTepUCTUKU (aHanuTUYeckas YyBCTBUTENbHOCTb) 1
oTpuLaTenbHbINA NPU ee OTCYTCTBUM (aHanNUTUYeckast CneLMUYHOCTb).

49. MNoHATMe «KNUHMYeckKas OOCTOBEPHOCTb TeCTa» COOTBETCTBYET KONMYeCTBEHHOMN mMepe
TOYHOCTU, C Kakon TecT yCTaHaBnMBaeT Unn npeackasbiBaeT KIMMHUYEeCKoe COCTOAHKE. OHa
onpeaendaeTca B Kateropmax KINMHUYEeCKOM CI'IeLI,I/ICbMLIHOCTI/I, YyBCTBUTEINTIbHOCTU U
I'lpOI'HOCTVI"IeCKOVI LEHHOCTHU.

50. «OBLLenpUHATbIE KPUTEPUM» O3HAYaAET KPUTEPUH, LUMPOKO NPU3HAHHBIE HA
MexXayHapoaHOM YPOBHeE.

51. B cooTBeTCTBUM C AaHHbLIM MOMOXEHNEM Ha rocyoapcCTBO JIOXNTCA 06513aHHOCTb
obecneunTb HanM4me CUCTEMBI (Hanpmmep, CUCTeMbl paspelueHna TeCTOB), KOTOpas
rapaHTupoBana Obl HAAEXHOCTb FrEeHETUYECKOTO TeCTa B OTHOLLIEHWN onpepgendaemMmoro
3aboneBaHus, T.€. rapaHTupoBana Obl TOYHOCTb U BOCMPOM3BOAMMOCTb €ro pe3ynbTaTtoB B
TOM, 4YTO KacaeTCH YCTaHOBIEHUA KOHKPETHbIX reHEeTUHECKNX XapaKTePUCTUK, CBA3AHHbIX C
COOTBETCTBYHOLLUM 3aboneBaHneM.

52. TepmuH «nporpamma obecneveHns Kayectsay, ynotpebnsaemoin B MyHkTe b., kacaetcs
obLLero KOHTpons kayecTBa nabopaTopHbIX NpoLeayp, @ He KOHTPONS NPoBeAeHUs!
KOHKPETHbIX reHeTUYEeCKMX TeCToB ITO TpeboBaHMe NpUNoXMMO M K Nnpoueaypam,
BbINOMHAEMbIM B pamKax Nporpamm CkpuHuHra. Tak, cuctema akkpeamTaumm npegcrasnset



coboii ahdeKTBHYIO B 0OLLEM Criy4ae Mepy, NO3BONSIOLLYI0 YOOBNETBOPUTL TpeboBaHUs K
rapaHTUsiM Ka4yecTBa, B YaCTHOCTH, B TaBopaTopUsiX, BbINMOMHSIOLLMX COXHbIE
LMTOreHeTU4ecke UM MoneKynspHo-reHeTuYeckue aHanuasl. [loa akkpegutaumei
noHnMaeTcs npoeaypa ouLmansHOro NOATBEPXKAEHUS AOCTAaTOYHON KOMMETEHTHOCTYH
nabopaTtopuu Ans NpoBeAEHNs FeHETUYECKMX TECTOB.

53. lTabopaTopuy JOMmKHbI PETYNSIPHO NOABEPraTbCA MOHUTOPUHTY, MPEANOYTUTENBHO
CUNammM BHELLHMX YYPEXOEHMI, YTOBbI NOATBEPX4ATh COOTBETCTBME MX NPaKTUKM
yCTaHOBIEHHbIM NpaBunaM. OfHa U3 OCHOBHbIX Lienei NoAo6GHOro MOHUTOpUHIa —
y6eauTbes B cobniogeHnn TpeboBaHuin KOHUAEHUMANBHOCTU AaHHbIX M Ge30nacHOCTU
06pasLoB, kKa4yecTBE NPOLEAYP M HANMYMK Y 3aHATOTO B HAX NEpPCcoHana HeoGXoauMbIX
Hay4HbIX U TEXHUYECKUX 3HAHWIA U HABbLIKOB.

54. 3necb MOXET OKa3aTbCs NOMe3HoN OpUeHTaums Ha PyKOBOASLLME MPUHLUMNLI NS
OaHHOW cipepbl AeATENBHOCTH, pa3paboTaHHble MeXNpPaBUTENbCTBEHHbIMI OpraHamu.

55. Cofepxalleecs B MyHKTE C. NOHATUE «1MLa, NPeoCTaBsAoLWME FeHeTUYECKUE YCryrny»
BKMoYaeT B cebsi Bpayel, MEAMLMHCKMX CECTEP U APYrUX NPOdeCCHOHaNbHbIX
MeULMHCKUX paBGoTHUKOB, PaBHO KaK U HEMEAMLMHCKWIA MepcoHar, Takol kak Guomnoru u
TEXHUYECKME COTPYAHUKY, 3aHsATblEe B NabopaTopHoM aHanuse. K HUM npeabsiBnseTcs
TpeboBaHWe HanUumsa «COOTBETCTBYIOLEN kBanudukauumy. 1o TpeboBaHne
noapasyMeBaeT OpUEHTaLMIO Ha AeNCTBYOLME HaLMOHarbHblE CUCTEMbI CTaHOAPTOB U
aTTecTauum CneumanvcToB 1 Hanuuue NPorpaMm oby4eHust 1 NOBbILLIEHNs KBanMdmkaumm
Ha pabouem MecTe. MocKornbKy reHeTu4eckme TecTbl Bce Gonblie NpeBpaLlalTcs B
MOCTOSIHHbBIM KOMMOHEHT CTaHAAPTHOW MEAULIMHCKON NPaKTUKW, MeAULMHCKAs TeHeTVKa,
BKIno4as BCe, YTO OTHOCUTCA K TeHETUYECKOMY KOHCYINbTUPOBAHUIO, AOSIKHO BKMKOYATLCA B
nporpammbl 06pa3oBaHNs U NPOgeCcCcroHanbHOM NOArOTOBKU MEANLIMHCKUX PabOTHUKOB.

Crtatbs 6 — KnMHnyeckasi nonesHocTb

56 . B paHHoit ctaTbe noavepkmBaeTcs Heo6xoaMMOCTb NPUHUMATL BO BHUMaHKe
KMMHNYECKYIO NMOMNE3HOCTb FeHEeTUYECKOro TecTa kak 06s3aTenlbHoro KpMTepus Npu peLleHnn
BOMpoca o ToM, NpeanaraTb NN AaHHbIN TeHETUYECKUI TECT TOMY UIM UHOMY JULYY UMK
rpynne.

57. «KnnHnyeckyro nonesHoCcTb» reHEeTUYECKOro TecTa criedyeT NoHMMAaThb Kak LLlEHHOCTb ero
pes3ynbTaToB B KAYeCTBE OpUEHTMpa Ars COOTBETCTBYHOLLErO NLa Npyu OCyLLIECTBIEHUN UM
Bblbopa NpodunakTU4eCcKon unu TepaneBTUYECKon ctpatern. Taknum obpasom, 310 —
Ype3BblYaNHO BaXHbIV PaKkTop, BMMSAIOLLMIA HA peLLeHne O TOM, CTOUT N npeanaraTb
OaHHbIN reHeTUYEeCKUI TeCT.

58. O6LLenpu3HaHHbIe KpUTEPUN AN onpeAeneHnst KIMHUYECKOW NOoNe3HOCTM TecTa MOXHO
crpynnupoBaTb B ABe OonblUMe KaTeropum:

KpMTepMM, OTHOCALLMECA K CaMOMY TECTY KakK TakOBOMY:

- «npegocTaBndeMblie TECTOM YyCnyrm» (B YaCTHOCTU, 3Ha4YeHne pe3dynbTaToB TeCTa Aaqa

onpeaeneHnst BO3MOXHbIX Mep MEAULIMHCKOTO XapakTepa B OTHOLLEHWUW NPodunakT1kv nnm
neyeHus);

- obcToATEnbCTBA, B KOTOPbIX NnpeanaraeTca OaHHbIV TecT (KaquTBO N OOCTYNHOCTb

npeanaraemblX reHeTU4eCKuX ycnyr, BKoYasa reHeTn4eckoe KOHCYInbTupoBaHue, u T.I'I.);

KpMTepI/IVI, OTHOCALUMECH K CUTyaulmm Toro nuua, KOTopomy npeanaraetca
npoBeCTn TeCT.

59. Mepa KrnvH1U4eckol None3HoCTV TecTa MOXeT BapbUpoBaTh B 3aBUCMMOCTU OT
06CTOATENLCTB KOHKPETHOIO NLa, KOTOPOMY npeasiaraeTcs TECT, C y4eTOM, B Yncne
npoYyero, coumanbHbIX U KyNbTYPHbIX acneKkToB cuTyaumu. Tak, Ans 6narononyyns
KaKoro-To UHAMBMAA MOXET ObITb Nosne3Hol camo no cebe 3HaHWe MHopMaumy,
OTHOCALLENCS K COCTOSIHUIO €0 3[0POBbSA UM 300POBbST YNIEHOB Er0 CEMbM UINN Xe



cBefeHul o PUCKe pa3BnTuA 3aboneBaHus — Aaxe ecnu npu aToOM He npepnaraeTca
I'IpOCbVIJ'IaKTM‘-IeCKaﬂ nnn TepaneesTnYyecKkada cTpaTterus; 1 3aTo 06CTOATENBCTBO 6y,qu
BITNATb HA OLIEHKY KMWHWYECKOW NONEe3HOCTU AaHHOro TecTa AN AaHHOro nuua.

60. YyeT KNMMHUYECKON NOnesHOCTM TecTa Npu obecnevyeHu UHAUBMAYanbHOro
MeAMLMHCKOro HabntoaeHNs MOXHO paccMaTpuBaTh kak HEOTbEMIIEMbIN SNEMEHT
Hapnexaluen MeaUUMHCKON NpakTUKM B TOM, YTO KacaeTcs Nnioboro peLueHns o
npoBeAeHun TecTa.

61. 3710 nonoxeHne CTaTbn 0COGEHHO BaxHO Toraa, Korga Tect npeanonaraeTca
npoBoanTbL 6e3 Takoro MeAULIMHCKOro HabniaeHns, U Npu NaHMPOBaHUM NPOrpaMMbl
CKpUHWUHUTra.

62. Takum obpa3zom, nmetoLmecs CBEAEHUS O KIMHUYECKON NONE3HOCTU FreHETUYECKOro
TecTa JOSKHbI ObITb AOCTYMHbI, B YACTHOCTU, MEAULMHCKAM paboTHMKaM 1 nuuam,
KOTOPbIX 3aTparMBaeT AaHHbI TecT. Heobxoaumo, Y4Tobbl Takme cBejeHNst MOXHO Obino
nMony4nTb B NPOBOASLLMX AAHHBIA TecT nabopaTopusix.

CraTbsa 7 — VIHaMBUAyansHoe MeauuuHckoe HabnopeHve

63. B Yact 1 gaHHom ctaTbk ycTaHaBnmMBaeTcs obLuee TpeboBaHue, B COOTBETCTBUM C
KOTOpbIM NPOBEAEHNE reHETUYECKOrO TECTUPOBaHNS B MEAMLMHCKMX Lensx AonyckaeTcs
TONBKO NPU HaNM4YnM NHAUBUAYanNbLHOro MeaMUMHCKoro HabnoaeHus. MoxHaTtrve
«MefuuMHcKoe HabnaeHne» NOHNMMAaeTCs Kak OTHOCSLLIEECs K NpoLeccy, B pamkax
KOTOPOro NpOBOANTCS reHeTUYECKUIN TECT.

64. [laHHOE NonoXeHne NPoAMKTOBaHO, B YaCTHOCTU, CTpeMneHem obecneuntb
3aTparmBaemMoMy nunuy AOCTYN K Hagnexallen npeasaputensHon nHgopmauum ¢ Tem,
YTOObI OHO MOTNO NPUHSATE MHPOPMUPOBAHHOE peLLeHMEe O MPOBEAEHUM AAaHHOIOo TecTa, U,
ecnv HeobxoanMo, K Hagnexallemy reHeTM4eCcKoMy KOHCYNbTMpoBaHUio. 34ecb
peLualoLLmiA ANeMEHT — TOYHas OLeHKa 06CToATENbLCTB AAaHHOTO 1A, BKNoYas
HenocpeACTBEHHbIN KOHTaKT ¢ HUM. Hanpumep, ogHa nuwb TenedoHHas 6ecefa ¢ Bpayom
He obecneynBaeT BO3MOXHOCTb TaKoW OLIEHKM.

65. NeHeTMYeCKUN TECT B MEAULIMHCKUX LIensaxX OIMKEH NpoBOANTBLCA KaK OTBET Ha
OI'Ipe,EI,eJ'IeHHbIVI 3anpoc, C(bOpMyJ'IVIpOBaHHbIVI Ha OCHOBE TOYHOW OLIEHKM Bpa4om cutyaumm
COOTBETCTBYHOLLEro nuua.

66. YacTb 2 gaHHoun CTtaTby NpegycMaTpmBaeT BO3MOXHOCTb UCKIIOYEHUI 13 0OLLEN
HOPMbI, yCTaHaBnMBaemMown YacTtbio 1, npy ycrnosuu, 4To NPUHMMAIOTCA Haanexaiume, ¢
yyeTom cnocoboB BbINOMHEHUsI TeCTa, MepbI, KOTOpble obecneymBatoT cobnoaeHne apyrux
nonoxeHui Hactosiwero Mpotokona. OCHOBHas Lienb 3TOro NonoXeHUst — 06ecneynTb, B
YacTHOCTU, COBNOAEHME MOMNOXEHUI, ONPEAENSIOLLMX XapaKTep N Ka4ecTBO
npegBapuTenbHOM MHdopMaumm, cBo60AHOIO U MHPOPMMPOBAHHOIO cornacus u
reHeTN4eCKOro KOHCYNbTUPOBaHUS.

67. VcknioueHmsi, 0 KOTOpbIX MAET peyb, He KacarTcsl NPOBeAeHNsl TECTa Ha KOHKPETHOM
mvue. OHY OTHOCATCA K TakoMy YCTPOWCTBY ANsi TECTUPOBAaHWSI, KOTOpPoe MOXHO 6e3 Tpyaa
KOHTPONMPOBATh M NPUMEHUTESILHO K KOTOPOMY YETKO ONpeaerieHbl BoIBISeMble UM
reHeTUYeCcKVe XapakTepuCTUKN. FeHeTUYeckVe TECTbI, HA KOTOPbIE PacnpPOCTPaHseTCs
[JaHHOE NOoMoXeHWe, MoryT NPOBOANTLCS B NaGopaTopum nocre Toro, kak Guorornyeckuii
maTepuan Gbin B3ST MEAULMHCKUM PaBGOTHUKOM WM e CaMUM COOTBETCTBYHOLLUM MULIOM,
¥ 3aTeM OTnpaBneH B naGopaTopuio. ATO MOryT GbiTb TaKKe TECTbl, NPOBOAUMbIE CaMUM Xe
COOTBETCTBYIOLMM MALIOM C NMOMOLLbI0 HaBopa MHCTPYMEHTOB, MO3BOSISAIOLLENO ATOMY NULY
B3ATb GMonormyeckunii obpaseL, M NPOBECTM Er0 aHanwm3.

68. Lle]'lblO Npu 3TOM ABNAETCA 3alluTa COOTBETCTBYHOLLEro nuua. Onpe,qeneHme TOro,
Kakmum o6pa30M SCb(beKTMBHO MCNOJTHATL AaHHOE NOoJ10XXeHne, OCTaBfieHO Ha yCMOTpeHue



Kaxxgoro rocygapctsa. To e OTHOCUTCS! K YCTaHOBMEHUIO NPOoLeAyphbl, KOTOPYH
HeobxoaMmo cobnioaathb, U K onpeaeneHnto OpraHoB BNacTy U MHCTaHLUMIA, AatoLwmX
pa3peLleHre Ha NpoBeAeHNe HEKOTOPOro TecTa 6e3 MHANBKUAYaNbHOrO MEANLMHCKOIO
HabnoaeHus, npy cobnogeHnn TpedoBaHMI HaLMOHANbLHOro 3aKoOHO4ATeNbLCTBA,
perynupyoLmx Kommepyeckoe npeanoxeHune nogobHblx TectoB. Ocoboe BHUMaHWE Npu
3TOM crieyeT obpallaTh Ha NoTeHUManbHoe 3HavyeHne pesyrbTaToB paccmMaTpyBaeMoro
Tecta Ans nuL, Ha KOTopbIX ero npeanoniaraeTcs NPOBECTU, UMW AN YNEHOB UX CeMEN, Ha
NEerkocTb MHTEpNpeTauny pe3ynbTaToB 1, ecrnv 310 TpebyeTcsl, Ha BO3MOXHOCTU NeYeHus
cooTBETCTBYtOLLEro 3abonesaHus unu pacctpoiictea. Mepbl, npegycmaTtpuBaemblie ans
ocyulecTBneHus MOMOXEHUN HacTo4dALwero npOTOKOﬂa, MOryT pasfnin4aTtbCa B 3aBUCUMOCTU
OT TOro, MPOBOAMTCS NN AaHHbIV TECT NOSTHOCTHI CaMMM JNULOM C NMOMOLLIbIO HaGopa
WHCTPYMEHTOB WU e aHanu3 BbiNorHseTcs B nabopatopumu.

69. MpoeeaeHune Tecta 6e3 MHAMBMAYANBHOIO MeAULIMHCKOrO HabnioaeHNs Ha nuuax, He
CMOCOBHbIX AaTb cormnacue, ConpsikeHo ¢ ocobbiMu Npobrnemamu. [laBasi unu oTkasbiBasi B
paspeLleHnmn Ha NpsiMol AOCTYN K NoJobHbIM TecTaMm, FocyaapcTea AOMKHbI UMeTb B BUAY
3T0 06CTOATENLCTBO.

70. maBHoW 3a60TON OCTaeTcs NpaBurbHas UHTepnpeTaums pesynbTaToB U rapaHTum
Haanexallero reHeTM4ecKoro KOHCYNbTUPOBaHWS, MO3BOMSIOLLEro NOHATL UX 3HaveHue. C
3TOW TOYKM 3PEHNS OKa3bIBAETCH, YTO B CllyYae reHeTUYeCcKMX TecToB, MMetoLLmx bonbLuoe
3HaYeHune Ans 300pPOBbS COOTBETCTBYIOLLErO NMLA UK YIEHOB ero cemby Unn Ans
penpoayKTUBHOrO Bblibopa, TpeboBaHWs, NPefyCMOTPEHHbIe HacToALWMM [poToKooMm,
HEBO3MOXHO YAOBMNETBOPUTb 6€3 NHAMBMAOYaNbHOIO MeaNLMHCKOro HabnioaeHus.
Pe3ynbTaTtbl TECTOB MOryT OKa3aTbCA OCOOEHHO CMOXHBIMW ANA MHTEPNPEeTaLmMn 1 MOXeT,
HanpumMep, notpeboBaTbCs y4eCTb AOMOMHUTENBHYIO MEANLMHCKYHO MHCOPMALIMIO Unn
NCTOPUIO CeMbM. [1Ns MHOrMX NPOrHOCTUYECKUX TECTOB, AAXe eCMNN OHW OBHapyXuBaloT
BbICOKYIO BEPOATHOCTb Pa3BUTUS KAKOrO-TO OCOBEHHO cepbesHoro 3abonesaHns, 4acto
OyOeT coxpaHaTbCA HeonpeaeneHHOCTb OTHOCUTENBHO TOro, BO3HUKHET N 3aboneBaHue, a
€CIN BO3HWKHET, TO KOrAa 3TO MOXET CMyYUTbCS U HACKOMbKO OCTpbIMK ByayT ero
cMMNTOMBbI. B Lienom, yuuTbiBas xapakrep U 3HavyeHue Tecta, B TOM YUCE U ANS YNEHOB
CeMbW, BO3MOXHOE NCUXOMOornyeckoe Bo3aencTeme ero pesynbtaToB Ha COOTBETCTBYIOLLEE
NMLO ¥ 3a4aCTyI0 BaXHble PeLLeHWs, KOTOpble eMy NPUXOAUTCA NPUHUMAaTb, OCHOBbLIBAsCh
Ha 3TuX pesynbTaTax, HeobxoanMo, YTOBbI Takne TeCTbl NPOBOAUIUCE B YCNOBUSX
VHAVBWAYaNU3MPOBAHHOTO MEANLMHCKOrO HabnioaeHus.

ITIABA IV — VlHdopmauus, reHeTu4ecKkoe KOHCYNbTUPOBaHWeE 1 cornacue
CrtaTbs 8 — VIHdopmaLmns u reHeTU4eckoe KOHCynbTupoBaHue

71. B cootBeTcTBMM co CTaTbelt 5 KoHBEHUMM 0 npaBax YenoBeka u bnomeauuuHe, Ctatbs 8
HacTosiero [NpoTokona onpeaensieT B ceoeit YacTu 1, 4to nobomy nmuy, Ha KOTOPOM
npegnornaraeTcsl NPOBECTU FreHETUYECKUIA TECT, Nepes NpoBeAEeHNEM TecTa AOIKHa
npeaoCcTaBnATbCS COOTBETCTBYHOLWAA MHdOopMaums. 3Ta npeasapuTenbHas MHGopMaums

[AO0J’KHa coaeprKaTb, B YaCTHOCTU, CBEAEHNA O Lendax U XapakTtepe nonaraemMoro Tecra, a Takxke

O 3Ha4yeHun ero pes3ynbTaToB A4 AaHHOro numua. Tawm, roe ato YMECTHO, 0COBEHHO B cny4vaax
NPOrHOCTNYECKOro TecTa, 4O/MKHa BKNKYaTbhCA U VIHd)OpMaLWIFI O 3Ha4YeHUn 3aTuUX pe3ynbTaToB
[ONs1 YNEHOB ero cembn. AT Tpe6OBaHVI9| PacnpoCTpaHAKTCA Ha BCe reHeTU4YeCKne TecCThl, K
KOTOPbIM NPUMEHUM HacToSALLMN npOTOKOJ‘I, BKIno4ada Te, K KOTOPbIM NMPUMEHUMbI NONOXXEHUA,
Cratbn 7, Yactb 2, I'Ipe,ClyCManI/lBaIOLLleVI BO3MOXXHOCTb NnNpoBeAeHnA onpeaeneHHoro tmna
TecToB bOe3 nHgmeuayanbHoro MeauunHCKoro HabnogeHwus.

72. «3HayeHne» pe3ynbTaToB TECTOB CrieyeT NoHMMaTb, B YACTHOCTU, KaK OXBaTbIBalLLee
Nnonb3y U PUCKK, B TOM YUCIE M Ha NCMXONIOrMYeckom ypoBHe. Heobxoaumo Takke ykasaTtb
BO3MOXHbI€ NPOPUNAKTUYECKME UNN TEpaNeBTUYECKME MEPbI 1 OTPAHNYEHUS], KOTOPbIE
TpebytoTcs B cBeTe 3TUX pedynbTaToB. JInuo JOMKHO BbITh Takke NPONHGOPMMPOBAHO O
nocrneacTBusX oTkasa OT NPOBeAEeHWst TecTa U O BO3MOXHbIX anbTepHaTuBax, eCrnv TakoBble
cyLliecTBytoT. [loMrMo MHpopMaLmMm O 3HaYeHUN pe3ynbTaToB Afs 300poBbs, crneayet
npeacTaBnsiTh, Tam, rae 3To Heobxoaumo, u MHpopMaumo 06 Ux 3HaYeHun Ans



penpoayKTMBHOrO BbIGOpa Kak caMoro COOTBETCTBYIOLLErO Nvua, Tak 1, BO3MOXHO, YIIEHOB ero
cembl. CamMoMy JaHHOMY N1LY HEOBX0AMMO Takke PasbsCHUTL UMEIOLLMECS Y HEro
BO3MOXHOCTM BblOOpa, B YaCTHOCTH, €ro NpaBo, B COOTBETCTBUM C nonioxeHusmn Ctatbn 16
HacTtosero [NpoTokona, He BbITb MHPOPMMPOBaHHBLIM O pe3dynbTaTtax Tecta. Hdopmauums
OOIKHA Takke BKIOYaTb CBeAeHMs 0 hopMax noaaepkku, AOCTYMHbIX AaHHOMY Nuuy, B
YACTHOCTK, O FreHEeTUYECKOWN KOHCYIbTaLuun.

73. lNpuBeAeHHbIN BbilLe CINCOK He MpeTeHAYeT Ha TO, YTOObI ObiTb MCYEpMbIBAOLWMM: 3TO
NpPOCTO pasbsCHEHNE NPUHLMNMANBLHOrO Xxapaktepa 06 nHgopmaLuum, KOTopyto HeobxoaMmMo
npeactaBuTb. OgHako aTa uHopMaLuust AomkHa ObiTb afanTupoBaHa K 0COBEHHOCTAM Kak
npeanonaraemMoro TecTa, Tak 1 COOTBETCTBYOLLEro nuua. Tak, 3Ha4yeHne pe3ynbLTaToB TecTa
ANa nuua, yxxe AEMOHCTPUPYIOLLEro CUMNTOMbI 6ONE3HN UK paccTponcTea (AMarHoCTUYeCKui
TecT) byaeT OTMINYHO OT 3HAYEHN pe3ynbTaToB MPOrHOCTUHECKOrO reHeTUYECKoro TecTa,
HeCyLLMX MHopMaLmio o ByayLem CocTosHUM 300poBbs nuua. Kpome Toro, AomKHbI
YYUTBIBaATLCA MHAVBUAYANbHbIE OCOGEHHOCTM COOTBETCTBYIOLLErO Nnua, Hanpumep, ero
BO3pacT, B TOM Crnyyae, ecnv BO3MOXHble NOCIeACTBUSA pe3ynbTaToB TeCcTa KacalTcs
penpoaykTuBHoro Bbibopa. Kpome Toro, no TpeboBaHmio COOTBETCTBYIOLLETO N1La AomKHa
npeaocTaBnATLCA AONONHUTENbHAA UHPOPMALNS, Pa3bACHEHNUS UMW YTOYHEHUS, 4TOBbI AaTb
3TOMY NNy BO3MOXHOCTb NPUHATE MHPOPMUPOBAHHOE peLLEHE.

74. CofepxxaHve MHopmMaLmu, HO Takke 1 hopMa, B KOTOPOW OHa NpeAcTaBreHa, urpatT
NnepBOCTENEHHYH POrib B 06ecneyYeHn COOTBETCTBYIOLLEMY NULLY BO3MOXHOCTM CBOGOAHOrO 1
MHOPMUPOBAHHOTO peLueHus. MiHdopmaumsa gomkHa bbiTb 4OCTAaTOYHO SICHOW M NMOHATHOM ANs
YeroBeka C y4eTOM YPOBHS €ro 3HaHWi, 06pa3oBaHUs U MNCUXONOMMYECKOro cocTosiHMs. Kpome
TOro, kKak 1 no6asi nHchopmauusa, NnpeaLecTsyolwas MeauUMHCKOMY BMeLlaTenbCTBY, oHa
[0mKHa coobLLaTbesl B 06 bEKTUBHOM M HEWTPArbHOM TOHE C TEM, YTOObI COOTBETCTBYIOLLEE
MU0 MOTTIO NPUITU CBOGOAHOMY M MHEDOPMMPOBaHHOMY PELLEHWIO.

75. InA Tex reHeTUYeCKUX TECTOB, O KOTOPbIX roBopuTcs B YacTu 2 gaHHon CTtaTbu, kpanHe
BaXHa nepegada nHgopmauum B yctHon popme. OcobeHHO BaXkHO, YTO Takow cnocob
nepeaayv nHopmaumm noMoraeT COOTBETCTBYIOLLEMY 1Ly obrerynTb n obecneunTtb
Hagnexalliee noHMMaHue, NoCKONbKY AaeT BO3MOXHOCTb OTBeYaTb Ha ero BO3MOXHbIe
BOMPOCHI U NPeAoCTaBMnsATb N0 Mepe HEOOXOANMOCTU Pa3bsACHEHNUS.

76. MoxHO Takke coobLwMTh N1Ly MHMOPMAaLMIO KacaTenbHO Ntoboro NpeasMaNMOro Ha
,El,aHHbIVI MOMEHT nocrneaytouiero NCNofb3oBaHUA B3ATOrO y HEro 6Guonornyeckoro MaTepuana.
OpHako npegnoYTUTENBHO He coobLaTh ee OAHOBPEMEHHO C MHpopMaLmen, OTHOCALLENCS K
cobCTBEHHO NpeanonaraemMomy TecTty, 4Tobbl aTa MHdopmMaums He cbuBana c TOnKy
COOTBETCTBYIOLLEE NULIO, NepenyTaBLUMCh B €ro Unm ee co3HaHnm. CooTBeTCTBYIOLLEMY MNULY
HeobxoAMMO ACHO AaTb MOHATL, YTO AN N06Oro NoCneayrLLEro NCNoMbL30BaHNA B3ATOrO
maTtepuana 6ygeT HeobxoaMMO BHOBb NOMy4aTh Cornacue AaHHOro nuua 1 YTo cornacue Ha
npoBefeHne reHeTU4ecKoro TecTa eLle He JacT nNpaBa Ha Takoe UCMOoSb30BaHUe.

77.YacTb 2 gaHHOM cTaTbl OTHOCUTCSA K TECTaM, K KOTOPbIM NpumeHMMa CtaTbsa 12 KoHBeHUun
0 npaBax 4YerioBeka U 6uomeamumHe. TO NPOrHOCTUYECKUE TECTbI A4S 0OHapYXeHNUst
reHeTn4eckoro 3aboneBaHns UM reHeTUYECKON NPEAPacnoNOXEHHOCTN UM FTEHETUYECKOW
NOABEPXXEHHOCTU kakoMy-nnbo 3aboneBaHuto. K nx 4ncny oTHOCATCA Takke TECTbI, Cryxalime
ONs naeHTUdMKaLUmM JaHHOrOo Nyua Kak 340POBOro HOCUTENS FeHa, OTBETCTBEHHOIO 3a
HekoTopyto GonesHb. Hanmume Takoro reHa He 0TPas3nTCs Ha COCTOSIHAM 340POBbS
COOTBETCTBYHLLIETO NULLA, HO MOXET UMETb 3HaYeHue Ansi 300POBbs €ro NOTOMKOB.

78. Bce TecTbl, 0 KOTOPbIX 34eCb MAET peyb, OTHOCATCS K 3aboneBaHnaM, U NOTOMY
dapMaKoreHeTU4eCKMe TECTbI CloAa He BKITHYakTCs.

79. MMporHocTMYecKknn xapaktep nHgopmaLum, Nory4aemMon C MOMOLLbIO TECTOB, K KOTOPbIM
npUMeHMM HacTosALwmMi MPOTOKON, 3MOLMOHANBLHOE BO3AENCTBUE 3HAHMS O FTEHETUYECKOM
puUcKe Ha COOTBETCTBYIOLLEE NNLIO, BO3MOXHOE 3HaYeHWe 3TOW MHpopMauum Ansi YrieHOB ero
CeMbM U, 3a4acTylo, BCTawoLLas nepes AaHHbIM NULIOM, BKIOYas B psie CryvyaeB peLleHus o
penpoayKTMBHOM BbliGope, HEOGXOANMMOCTb NPUHUMATL BaXKHbIE PELLEHUs), — BCE 3TO
0OBACHSIET BaXXHOCTb Hagnexallero reHeTM4EeCKOro KOHCYNbTUPOBaHUSA NPU NMPOBEAEHNN TaKmX
TECTOB.



80 . BaxHble nocneacTemsa ANst penpoayKTUBHOIO Bbibopa MOryT MMETb U HEKOTOpble
AnarHoctnyeckue Tectbl. OHM BeAb MOryT AaTb MHOPMaLWIO O NEPBOMNPUYMHE, BO3MOXHO,
reHeTN4YeCcKow, To 6onesHN, CUMNTOMbI KOTOPOW NPOSABASAIOTCS Y NOABEPraeMoro TecTy nmua,
1 9Ta NepBONPUYMHA MOXET CKa3aTbCs Ha ero NnotomMkax. Hagnexatien npakTukon
NPUMEHNTENbHO K TakuM TecTam ByaeT npeaocTaBneHme cCooTBETCTBYHOLLEMY NULYY AOCTYNa K
HaanexalleMmy reHeTU4eCKOMY KOHCYNbTUPOBAaHMIO.

81. MMoHsTNE «reHeTUYEeCKoe KOHCYNbTMPOBaHUE» 3AeChb crieyeT NoHMMaTb Kak NpoLecehl
KOMMYHUKaLUW 1 NOAAEPXKKM, Lieflb KOTOPON — obecneynTb YenoBeky U, Tam, rae a1o
HeobxoAMMO, YneHaMm ero ceMbm, BO3MOXHOCTb cAenaTb MHPOPMUPOBaHHLIN BbIGOP B
BOMNPOCaXx, CBA3AHHbIX C FTEHETUYECKUM TECTOM U 3HAYEHNEM ero pesynbTaTos.

82. OTo BKMOYaeT nNpefocTaBneHne npegsapuTenbHON MHOpMaLMK A0 NOy4YeHns cornacus
Ha npoBefeHue TecTa, kak Toro TpebyeT YacTb 1 gaHHon CtaTtbu. 3TO BKIOYAET Takxke 1 To,
4YTO COOTBETCTBYIOLLEMY ML AOMMKHA ObITh MPeAnoXeHa noaaepxka nepea nposeaeHNeEM
TecTta u, ecnu aTo TpebyeTcs, nocne NpoBeAeHUs C TeM, YTOObl MOMOYb eMy MOHATL 3HaYeHWe
pesynbTaToB U afeKBaTHO OTPearMpoBaTh Ha HUX, BKIOYas, TaMm, rae ato Tpebyetcs,
coobLLeHne YneHaMm ceMbn MHOPMaLIMK, MMEIOLLLEN OTHOLLEHNE K COCTOSIHUIO UX 3[0POBbS
UV penpoayKTUBHOMY BbIGOPY.

83. [eHeTMYecKoe KOHCYNbTUPOBaHME — 3TO MHAMBUAYANbHbIN NpoLecc, TPebyroLwmnia
yYuTbIBaTb, B YACME NPOYEro, MCMXONOrMyeckme N cemenHble 06CTOSTeNbCTBa
COOTBETCTBYIOLLErO NMLA U CBA3aHHbIN C 0OMEHOM MHpopMaLmen Mexay 3TUM fINLIOM 1 TeMm,
KTO AaeT KoHcynbTauuto. MNoatomy dhopma n o6bem okasbiBaeMon NoAAEPKKA MOryT
BapbMpOBaTbLCS B 3aBMCUMOCTU OT XapakTepa TecTa, HO Takke 1 OT cneuuduyeckoro
3Ha4eHus1, KOTopoe Mony4yeHHas B Xxofe TecTa MHOPMaLMa MOXeT UMEeTb AN 3aTparnBaemoro
nvua unu Ans YNeHoB ero ceMbn. B HEKOTOPLIX Criydasix COOTBETCTBYIOLLEE NTULIO MOXET Takke
BOCMOSb30BATLCA NCUXONOrMYeCcKon NoAAEPXKKOMN, NpeoCTaBnAeMONn TeMu, KTO pacnonaraet
COOTBETCTBYIOLLMMW 3HAHUAMU U YMEHUAMMU.

84. B cutyauuu, koraa pesynbTaTtbl TecTa, NPOBEAEHHOro Ha TOM UMW MHOM NuLe, MOryT UMeTb
BaXKHOE 3HaYeHne ANsi COCTOSHUS 30POBbSA YNEHOB €ro ceMbU, He06X0AMMO NPUHNUMATL BO
BHUMaHue CtaTbio 18 HacTosiwero MNpoTokona (MHbopmaumsi, 3aTparusatoLas YrneHoB cemMbi)
1 MyHkTbl 13-141 HacToswero [NosicHuTenbHOro goknaaa.

85. B niobom cnyyae reHeTU4eckoe KOHCYNbTUPOBaHWE He JOMKHO HOCUTb ANPEKTUBHOIO
xapaktepa. Ho Tomy, KTO JaeT reHeTU4YeCKyto KOHCynbTaumio, bbiBaeT TPYAHO He OKasbiBaTb
KaKoro-To BINSIHWSA Ha 1L, Nony4yaioLiee KOHCynbTauumio, B TOM Y1Che 1 B Cuny craTtyca,
3HaHW 1 OMnblTa KOHCYNbTaHTa U TOTO, Kak ero BOCNIPUHMMAaET AaHHoe nuuo. B niobom cnyyae
KOHCYNbTaHT AOMMKEH Pa3bsACHUTbL pa3nuyHbie BapuaHTbl Bbibopa, nmetoLmecs y
KOHCYNbTUPYEMOro, Takum 06pa3om, YToObl n3bexaTb M3NULLHEro 1 HeHaanexallero BAMsHNUA
Ha peLleHne 3TOro nocnegHero, KOTOpoe AOMKHO NPUHUMAaTLCS CBOBOAHO.

Cratbs 9 — Cornacue

86. B Yactn 1 gaHHom ctaTbn Bocnpomn3sBoamTca opmynvposka KoHBeHLUMM 0 npaBax
yenoBeka n buomeauumHe, TpebytoLas, YTobbl reHeTUYECKUIA TECT NPOBOAWIICS NWLLb Mocne
TOrO, KaK COOTBETCTBYIOLLEE NULIO AACT Ha 3TO CBOGOAHOE M MHPOPMMPOBAHHOE Cornacue.
TecT MOXeT NPOBOAUTLCS Ha BuornorndeckoM obpasue, B3STOM AN 9TOW LUenu, Unm Ha
BGuonornyeckom matepuane, nepBoHavanbHO B3STOM Y COOTBETCTBYHOLLErO nuua Ansi apyrown
uenm.

87. B BMAOY NpoOrHocT1Yeckoro xapakrepa pesynbTaToB TECTOB, O KOTOPbIX roBopuTcs B YacTu 2
CraTtbW 8, 1 UX NOTEHUMANBHOTO 3HAYEHUS A1 COOTBETCTBYIOLLEro Nuua u/mnm YneHoB ero
cembW, cTaTbsi pegycMaTpuBaeT, YTo corflacue Ha TeCT JOSHKHO ObiTb NoATBEPXKAEHO
OoKymeHTanbHo. B oblem criyyae 310 obecneymBaeTcs NOAMMCHI0 COOTBETCTBYHIOLLErO nnua.
OpHako 3TO He MCKIYaeT BO3MOXHOCTU UCNOMb30BaTh 1 Apyrue hopMbl peructpaumnm
BbIPaXXEHHOIO cornacus, nNuwb 6bl 3TN OpPMbI AaBariv BO3MOXHOCTb 3aCBUAETENbLCTBOBATL
NOASNIMHHOCTb COrNacusi 1 NMo3BonisiIN NOCTOSIHHO XPaHUTb 3anuck 0 Hem. CriedyeT Takke
OTMEeTUTb, YTO, ECIN He ObIN YA0BMNETBOPEHbI YCNOBUS CNOCOBHOCTM AaTk cornacue,
Hagnexawen npeaBaputenbHON MHGOPMaLMK 1 OOPOBONLHOCTY, MOANNCH HA BrnaHke He
cAernaeT Takoe cornacve lopuanyecku 4eCTBUTENbHbIM.



88. CBobopa cornacus nogpasyMeBaeT, YTO OHO MOXET ObITb B 06O MOMEHT OTO3BaHO.
JInuo fomkHO GbITb MHOPMUPOBAHO O BO3MOXHbIX MOCNEACTBUSIX OT3bIBa cornacus. Ero
pelueHne Heobxoammo yBaxaTb. [1py 3TOM He CTaBUTCA HUKaKOro TpeboBaHUsi 0 TOM, YTOObI
OT3bIB COrMacus OCyLLECTBNANCA B MMCbMEHHOW UMW B KAKOW-TO APYrov ornpeaeneHHon opme.

MABA V - Jluua, He crnocobHble aatb cornacue
Crtatbs 10 — 3awmTa nuu, He cnocobHbIX AaTb cornacue

89. CtaTbsl ycTaHaBNMBaeT HOPMY, COrfTAacHO KOTOPOR, B cooTBeTCTBUM co CTaTtben 13
HacTosiero NpoTokona, B cnyyae, ecrnv NUUo Npu3HaHo HecrnocobHbIM AaTh cornacue, byab
3TO HECOBEPLUEHHONETHWUIA UMW B3POCHbIA, FTEHETUYECKUIA TECT B OTHOLLEHUW TAKOro Nnuua
MOXXET NPOBOANTLCS UCKIMOYUTENBHO Arsi ero HEMOCPEACTBEHHOW MOMb3bl.

90. B Yactn 2 gaHHON cTaTbl COAEPXKaTCS HEKOTOPbIE pa3bsACHEHWS, Kacarowwmecs
HecoBepLUEHHONETHUX nuL. B nx cnyyae reHeTu4eckuin TeCT OTKNaabIBaeTCA 4O TOrO MOMEHTA,
Korga nmuo cTaHeT cnocobHbIM AaTh Takoe cornacue. CyllecTByeT, 04HaKo, NOMNoXeHue,
KOTOpOe No3BonseT cAenaTb UCKINIoYeHNe, ecnn NposeaeHne Tecta 6e3 oTCpPoYKkM
OCYLLECTBMAETCA B MHTEPECax HecoBepLUeHHoneTHero. B ocobeHHoCTH 3T0 kacaeTcs cryyaes,
Korga oTcpouyka € NnpoBeAeHnem Tecta morna 6bl HAHECTU Bpes, 3A0POBbLI0 NULA, NUas ero
BO3MOXHOCTW NONY4YNTb MOME3HbIN ANS ero 300poBbs pesynbTaT. Hanpumep, koraa
MHdOopMaLums, NonyyYeHHas B pesynbTaTe reHeTMYeckoro Tecta, No3sonuna obl NPpUHATL
HeobxoanMble TepaneBTUYECKMe Mepbl MPOTVB 3aboneBaHnsa Uy paccTponcTea, OT KOTOPOro
cTpagaeT AaHHoe Nnuo.

91. 3TO UCKNIOYEHME TaKkKe MPUMEHUMO K pAdy CUTYaLMUiA, KOrAa reHeTUYeCKuUin TecT Mor bl
[AaTb NPOTrHOCTUYECKYI0 MH(OPMALMIO, MO3BONSIOLLYH0 CBOEBPEMEHHO NPUHSITD
npogunakTuyeckne Mepbl. B 0co6EHHOCTY 3TO OTHOCUTCA K TeCTaM Ha Hanuune 3abonesaHui,
KOTOpPble MOTYT pa3BUTbCA NnpeXxae, 4emMm CoOOTBeTCTBYytoLlee NMUOo OOCTUTHET IOpVI,EI,I/I‘-ieCKOVI
npaBoCnoco6HOCTH.

92. MNpw peLueHn Bomnpoca 0 TOM, OTKNaAbIBaTh N NpoBeAeHNe TecTa, creayeT NpMHMMaTh BO
BHVMaHWe, NOMVUMO MOCNEeACTBUIA OTCPOYKM AN 300POBbS COOTBETCTBYIOLLErO NLA, 1 ero
6narononyune. TepMuH «bnarononyyme» 3gecb oxBaTbiBaeT U uUsnyeckoe,
ncuxonoruyeckoe 6naronony4yune. Tak, NPOrHOCTUYECKMIA TECT, BbINOSHEHHbI 63 0TCPOUKM 1
rokasaBLUMIA OTpULATENbHbIV pe3ynbTaT, MOXeT n3baBuTb COOTBETCTBYHOLLEE NULO OT
perynsipHbIX BbICOKO MHBA3WBHbIX MEANLIMHCKUX 06CneJoBaHuWi, B YaCTHOCTH, B criyvae
nofo3peHnst Ha afeHOMaTO3HbIV NONMMNoa3.

93. B cnyyae B3pocribIX, He CMOCOOHbIX AaTb COornacue, Haanexalleun npakTukon dyaet
OTCpOYKa TecTa 0 MOMEHTa, KOrda NMLO CMOXET AaTb Takoe Corracue, eciiv ero CoOCTosiHue
[0MnyckaeT OTCPOUKY.

Cratbs 11 — Hdopmaums, npegocTasnseMas nepes nonyyeHneM paspeLueHuns, reHeTmyeckoe
KOHCYNbTUpOBaHWe 1 Nogaepxka

94. Ctatbs 10 HacTosero [NpoTokona npegycmaTpyBaeT, YTo, B COOTBETCTBUM CO cTaTben 13
MpoTokona, reHeTUYECKMI TECT B OTHOLLEHWU NMLA, He CNOCOBHOro AaTh Ha 3TO cornacue,
MOXeET NPOBOAUTLCA UCKIMIOYUTENTBHO OANA HEI‘IOCpe,EI,CTBeHHOIZ NoNb3bl TAKOro nuua. Takum
o6pa3som, cobntofgeHne gaHHoro TpeboBaHus SBNsieTcs HEOOXoANMbIM NpeaBapUTENbHLIM
ycrnoBuem npu nobom nnaHMpPoBaHWUM reHEeTUYECKOro TecTa Ha nuue, He cnocobHoM aAaTh
cornacve.

95. Yactb 1 CraTtbm 11 NMpoTokona npegycmaTpuBaeT, B cOOTBETCTBUM € HYacTbio 4 CTaTbu 6,
KoHBeHUWK, 4TO nuLly, opraHy BNacTu Unu yupexxaeHuto, KoTopble A0IMKHbI AaTb pas3peLleHne
Ha NpoBefeHue TecTa B OTHOLLIEHMM NLa, He CNoCcoBHOro AaTthb cornacue, apaHee
npefocTaBnseTcs CooTBeTCTByWas nHdopmaumnsa. dopma n odbbeM gaHHOM nHdopmauun Te
Xe, 4To M Ansa nHdopmMaLmn, npegocrtasnsemon B cootseTcTaumn co Ctatben 8 MNMpoTokona B
cnyyae nuua, cnocobHoro Aaeatb cornacue.



96. [laHHan cTaTbs Takke TpebyeT, 4ToObl N1y, He cnocobGHOMY AaTh cornacue, nepeq
npoBefeHneM TecTa NnpefocTaBnsfiack COOTBETCTBYOLAsA UHpopMaLUsi B TO Mepe, B Kakom
OHO CMOCOBHO 3Ty MHpopMaLMo NoHNMMaTb. CNOCOBHOCTbL MOHMMATL AOSHKHA TONIKOBATLCH B
OTHOCUTESBHO LUMPOKOM CMbICIIE — KaK CMOCOBHOCTb BOCMPUHUMATL MHGOPMALIMIO 1 Kak
CMocoBHOCTb K paccyxaeHuto. B cnyyae HecoBepLUEHHONETHErO N1ua Takasi CrocobHOCTb
3aBMCUT, B YaCTHOCTM OT BO3pacTa U CTEMNeHN 3periocTy.

97. Ilnuo, opraH BNactn UM yuypexaeHne, KoTopble OOMKHbI AaTb paspeLleHne Ha NnpoBeaeHne
TecTa, a Takke, TaM, rae 3To YMECTHO, U camo NLO, NoABEPraeMoe TecTy,

MOFYT 3anpoCUTb AONOSTHUTENbHLIX PA3bACHEHUIA B OTHOLLEHWUW NOMYYEeHHON UMK
MHdopMaumMK, kacatoLeincst aToro Tecta. B cnyyae, korga nuuo cnocobHo aaBaTb cornacue,
Takue pasbsACHEHUS AN NPUHATUS UHOPMUPOBAHHOIO PELLEHUSI MOTYT ObITb NOSyYeHbI
caMum 3TUM NULIOM B Xofe Gecefbl ¢ BpayoMm. MiHaye oGCTOMT Aerno ¢ MLOM, OpraHoM BracTtu
nnun yypexageHmem, Kotopble OAOJKHbI AaBaTb pa3pelleHne Ha nposegeHne tecta B OTHOLLEHUN
nuua, He cnocobHoro aaTb cornacue. 34ecb BaXHO, YTOObLI OHU UMENU BO3MOXHOCTb
npuberHyTb K HagnexalimMm o6pas3om NoaroToBMEHHOMY cneuuanucTy, obnagatoLemy
HeobXoaAUMbIMU 3HAHUSIMK B 06N1AaCTV KIMMHUYECKON FrEHETUKN U TOTOBOMY OTBETUTbL Ha 3TK
BO3MOXHble Bonpockl. Llenb 3geck — 06nerynTs 1 rapaHTMpoBaTb NOHMMaHWE NpeacTaBrieHHON
MHdopMaLumK.

98. MonoxeHns Yactn 2 CtaTbm 8, KacaloLLUMecsi FeHETUYECKOTO KOHCYNbTUPOBaHUS,
NPUMEHMMbI 1 K CyYato nuL, He CnocobHbIX AaTb cornacue, ecrnm nx cnocobHOCTb NoOHMMaTh
MHdOpMaLMIo gonyckaeT Takoe npumeHeHune. The provisions of Article 8 paragraph 2
concerning genetic counselling also apply to persons not able to consent when their capacity to
understand permits this. For predictive tests referred to in Article 12 of the Convention, the
person concerned shall therefore, where possible, have access to appropriate genetic
counselling. Takum o6pa3om, B criy4ae NPOrHOCTUYECKNX TECTOB, O KOTOPbIX FOBOPUTCH B
CraTbe 12 KoHBEHLUMW, COOTBETCTBYIOLLEMY MULYY MO BO3MOXHOCTU obecneynBaeTcs AOCTYN K
Haanexaliemy reHeTM4eCKOMY KOHCYIbTUPOBAHMUIO.

99. MNocneaHuit NOANYHKT NpedycMaTpyBaeT, YTo TaMm, rae 3To YMECTHO, Ly, Ybe
paspeLueHne TpebyeTcs Ans NpoBeAeHUs TecTa, AOIKHA NPEAOCTABMSATLCS TakkKe
nocregytoLlas nogaepxka, ¢ Tem, YTobbl pearpoBaTb Ha NOCNeACTBUSA TECTa U €ro
pesynbTaThl. Takoe Tpe6oBaHME 0OBSACHAETCS, B YACTHOCTU, MPOrHOCTUYECKM XapakTEPOM
MH(OopMaLmK, koTopast BydeT nonyyeHa ¢ NOMOLLbIO NpeArnonaraeMoro TecTa, a Takke
nocneacTBUSIMU U 3HAaYEHWEM STUX pe3ynbTaToB AN Nuua, Ha KOTOPOM 3TOT TecT ByaeT
NpoBOANTLCS, U,B psde Cry4aeB Af1s YIIEHOB ero CEMbMY.

CraTbsl 12 — Pa3pelueHune Ha TecTupoBaHue

100. B cootBeTcTBUM C YacTamu 2 n 3 CtaTtbun 6 KoHBEHUUN, JaHHas cTaTbs onpeaenseTt
NPUHUWMN, B COOTBETCTBUWN C KOTOPbLIM FEHETUYECKUIA TECT Ha N1LE, MO 3aKOHY HE CMOCOBHOM
Oatb cornacue, 6yab To HecoBepLueHHoneTHU (YacTb 1) nnu B3pocnbiii (Hactb 2), MOXHO
NPOBOAUTL TONBKO C Pa3peLleHns ero 3aKkOHHOTo NMpPeAcTaBUTeNs, opraHa Brnactn nubo nuua
UK yupexaeHunst, onpefeneHHblx 3akoHoMm. OgHako, 4Tobbl CBECTU K MUHUMYMY OrpaHUYeHus
CaMOCTOATENBHOCTU M HE3ABUCMMOCTY Takoro nmua,

. MHEeHNe caMoro HecoBepLleHHONeTHero paccMaTpmuBaeTCca Kak CbaKTOp, 3Ha4yeHne
KOTOpPOro Bo3pactaeT B COOTBETCTBUM C €ro BO3paCcToOM U CTENEHbI0 3PES10CTH.

L COBepLUeHHONIeTHMe NnLa y4acTBYHOT N0 Mepe BO3MOXXHOCTU B npoueaype
nony4vyeHuna paspeLleHus.

101. BTopo¥ noanyHKT YacTv 2 NpMMEHUM K criyyato, Koraa coBepLUeHHoNeTHee nnuo B
npeaBUAEHNN BO3MOXHOCTM yTpaThl CNOoCOBHOCTY AaBaTh Cornacue, 3apaHee BbiCKasarno
noXxenaHua OTHOCUTESbHO NPOBEeAEHMsI FeHeTUYecKoro Tecta. B cooTeeTcTBUM co CTaTbel 9
KoHBeHUMK, Takue noxenaHua NpUHUMAaTCs BO BHUMAHWeE.

102. BBuay NporHoCTUYECKOTO XapakTepa pesynbTaToB TECTOB, O KOTOPbIX MAET peyb B Yactu
2 CTaTb¥ 8, M UX MOTEHLMANLHOMO 3HaYeHUs! Ansi COOTBETCTBYIOLLEro Nvua U/nm YneHos ero



cemMbM, YacTb 3 AaHHOM cTaTbi NpeaycMaTpuBaET, YTO paspelleHne LOMMKHO ObiTb
noATBEPXKAEHO AOKyMeHTasbHO. Kak npaBusio, Takoe paspelleHne JOMKHO AaBaThCs B
NMCbMEHHO hopMe U UMETL MOAMUCH Ero aBTopa. JTO HE UCKITHOYAET BO3MOXHOCTU
MCMonb3oBaTh B ONpeAeneHHbIX CrydYasix MHble (hOpMbl PETUCTPaLMI pa3peLleHms], KOSlb CKOPO
OHM MO3BOMAOT HEBYCMbICIIEHHO MAEHTMMULMPOBATL N0, HA KOTOPOM NpeAanonaraeTcs
MPOBECTU TECT, 1 NMULIO, OPraH BMacTy UNu ydpexaeHue, aarwllee paspeLieHue.

103. B YacTtu 4 npegycmMOTpeHO, YTO NML0, OPraH BNacTu Unn yypexaeHue, KoTopble Aanv
paspeLleHne Ha NpoBedeHUe TecTa, MOryT B fto60 MOMEHT 0TO3BaTb €ro npu yCroBuu, 4To
37O B HambonblUel CcTeneHn COOTBETCTBYET MHTEpecaM nuua, He cnocobHoro AaTb cornacve. B
3TON CUTyaumu, Kak 1 Npu BblAave pa3peLleHmns], JOMKHO YYUTbIBATbCS MHEHME CaMOro 3Toro
nvua: B criy4ae HecoBepLUEHHONETHErO N1Lua Takoe MHEHNE paccMaTpuBaeTCs kak pakTop,
3Ha4YeHne KOTOporo Bo3pacTaeT B COOTBETCTBMM C €70 BO3PACTOM U CTEMNEHbIO 3PeriocTu, B
cnyyae coBepLUEHHONETHEro — B 3aBUCMMOCTM OT €ro Unm ee cnocobHOCTM NoHUMaTb
MHdopMaLmIo.

TIABA VI — TecTbl, npoBogMMble Anst 6nara YneHoB CeMbi
Crtatbs 13 — [NpoBeaeHne TeCTOB Ha NMLax, He CNOCOOHbIX AaTb cornacue

104. laHHas cTaTba onpegenseT ycrnosus, Npu cobnogeHNn KOTopbIX B UCKMIOYNTENbHbIX
crnyyasix 1 B nopsigke oTcTynneHms ot nonoxenun MyHkra 1 Ctatbu 6 KoHBeHUun o npaBax
yeroseka n GromeanumHe n ctatbn 10 HacToswero MNpoTokona MOXHO AOMYyCTUTb
npoBefeHne reHeTM4eCcKoro TecTa Ha nuue, He cnocobHoM JaTth cornacue, B cnyvae, korga
TECT He NPOBOAMTCA ANl €ro HENOCPEACTBEHHOW MOSb3bl.

105. Llenb Takoro TecTta [omkHa COCTOSTb B NMOMy4YeHUM NOMe3HOro Ans YneHoB AaHHOM CeMbMy,
CBSI3aHHbIX C COOTBETCTBYIOLLMM NTMLIOM BMOMOrMYECKMMI Y3aMu, NpochnnakTM4eckoro,
OMAarHoCTUYECKOro Unu TepaneBTUYecKoro pesynbraTa, BaXHOCTb KOTOPOro Ans UX 300POBbS
NoATBepXKaeHa He3aBUCKMOWM OLEHKOM, NGO AN TOro, YToGbl NPegoCcTaBUTb UM BO3MOXKHOCTb
MHGOPMUPOBAHHOIO PenpoayKTUBHOIO Beibopa.

106. PaccmaTprBaemyto CUTyaLMio MOXHO UNOCTPUMPOBaTb Tpemsi npumepamu. MNepsbii
COOTBETCTBYeT CUTyaLMu, Koraa nnuo, He crnocobHoe AaTk cornacue, CTpafgaeT oT paka,
KOTOPBIA, KaK nMonaratT, UMeeT reHeTUYeCKyH0 OCHOBY. [TpoBeaeHVe reHeTUYeCKoro TecTa,
NO3BOMSAOLLENO YCTAHOBUTb FrEHETUYECKYIO MyTaLmio, OTBETCTBEHHYIO 3a 3aboneBaHve, MOXeT
He MOBNMATb Ha CTpaTerunio NevYeHns paka y AaHHoro nuua. Ho Takow Tect gact MHdopmauuio,
KOTOPYIO MOXHO ByAeT Ucnonb3oBaTh A1 aHann3a reHeTUYECKUX XapakTePUCTUK ApYrnx
YNEHOB CEMbMU C TEM, YTOObI ONPEAenuTb, CYLLECTBYET N BEPOSITHOCTb Pa3BUTUSI U Y HUX TOTO
e 3abonesaHus. Ecnu Ta xxe myTaums 6yaeT obHapyxeHa y Apyrnx YneHOB CeMbM, OHU
CMOTYT Yalle NpoxoauTb obcrnefoBaHne, YTobbl UMEeTb BO3MOXHOCTb OBHapPYXUTb
3aboneBaHne B Ha4anbLHON CTaAuM Ero pasBUTUS.

107. Opyrou npumep — criydan pebeHka, y KOTOporo Ha OCHOBaHWUW KMMHUYECKUX NPU3HAKOB U
CMMNTOMOB, @ TaKXe AaHHbIX BUOXMMMUYECKUX aHanNM3oB, AUarHOCTUPOBaH MyKOBUCLMA03. DTa
bonesHb MOXeT ObITb CBA3aHa C caMbiMu Pa3HbIMU reHEeTUYECKUMU MYyTaUUAaAMN. ﬂl‘lﬂ
BO3MOXHbIX BYAYLMX PENPOAYKTUBHBLIX BbIGOPOB ObIN0 Obl BAXKHO MAEHTUMLMPOBaTL
MyTaumto, HoCUTENeM KOTopon aBnsieTcs 3aboneswwnii pebeHok. 3To NO3BONUT UCKaTb
MyTauumio y poautenei pebeHka, YTobbl onpeaenvTb, yHacnegoBaHa N MyTaums oT HUX Unu
3TO HOBasi MyTauusi, BO3HMKLIAs ¥ caMoro pebGeHka, y KoToporo passunack 6onesHs . B
nocriegHem crniydae He 6yaeT ocobbix OCHOBaHWUIA onacaTbesi 3a 340poBbe byayliero pebeHka
TOW e napbl.

108. MocneaHun npumep — 3aboneBaHns, 0COBEHHO peakme 3aboneBaHus, Ans KOTOPbIX
BbI3bIBaOLLAS UX reHeTM4eckasa MyTauus He naeHtudpmumposaHa. B aTom cnyyae nepegavy
MyTauMn MOXHO NpocneaunTb, U3yvas cuenneHme reHoB. YTobbl onpeaennTs reHeTM4YeCcKmin
puCcK B CeMbe, B KOTOPOW NposiBUNach reHeTndeckas 6onesHb ¢ HenaeHTUPULMPOBaAHHON
reHeTUYecKo MyTaumen, MoxeT NoTpeboBaTbCs NPOBEAEHNE FEHETUYECKUX TECTOB Ha
3aTPOHYTbIX, HO TaKXKe U HE3aTPOHYTbIX GONE3HbIO AETSX C TEM, YTOObI NOMYyYUTb NpUememyto



CTeneHb yBepeHHOCTU B AunarHo3e — Hanpumep, and apyrmx 4neHos cembu, He3aBUCUMO OT
TOro, Haxo4ATCA i OHU B 4€TOPOAHOM BO3pacTe.

109. OueHka Takow Nonb3bl AN YNIeHOB CeMbU HE JOIKHA NPOU3BOAUTLCS BPa4YoM TeX YneHOB
ceMby, Ans 6nara KoTopbIx NpeanonaraeTcs NpoeecTy Tect. OgHaKko He TpebyeTcs yupexaaTth
AnNsi 3TOro KaKoii-To 0Cobblii UHCTUTYT, U BLIGOP TOro, KOMY JOBEPUTH OLIEHKY: HANpUMeEp,
Zpyromy Bpady, KakoMy-To opraHy (Hanpumep, KOMUTETY, cyaeGHOMY opraHy v T.4.)
OCTaBMSETCS Ha YCMOTPEHMWe rocyapcTsa.

110. BTopoe ycrnosue cocToMT B TOM, YTO NpeAnonaraeMblii NONe3HbI pe3ynbTaT HEBO3MOXHO
nonyynTb 6e3 NpoBeAeHNs faHHoro Tecta. BeipaxkeHue «npegnonaraemMbiii NONe3HbIN
pes3ynbTaT» 34eCb OTHOCUTCS U K XapaKTepy OXWAAeMOro pesynbtaTa, ¥ KO BpEMEHU, KOTOPOoe
TpebyeTcst Ans ero AocTuxeHnss. CoOOTBETCTBYOLLME NONe3Hble pe3ynbTaTthl AOMKHbI ObITb
HeobxoaMMbl MIMEHHO B HacTosiLLee BPEMS AJ1s1 300POBbs YneHa (4NeHOB) CEMbM; B YaCTHOCTH,
ecnu TpebyeTcs NPoBECTU TECT HA HECOBEPLLEHHONETHEM U HET BO3MOXHOCTW OTOXUTb €ro
[0 TOro BpEMEeHW, Koraa AaHHoe NLO AOCTUTHET BO3pacTa puaNYecko NpaBoCcrnocobHOCTY.
[laHHOe NonoXeHne OTHOCUTCS U K CUTyaumK, korga MHopMaumsi, KOTOpY HeobXxoaMmo
rIOJ'IyHI/ITb ana Onara 4yneHa Unu YNeHoB CeMbU MOXET ObITb nonyqua n 6es nposeneHuA
TecTa Ha nuue, He cnocobHoM AaTbk corracue, HO 3TO NOTPeByeT OYEHb CMOXHBIX U
TPYLOEMKMX UCCNEeLoBaHNUN.

111. YacTb C. AaHHOW CTaTbW yCTaHABNMBAET APYroe YCNoBME: TeCTUPOBaHUE AOIHKHO BbiTb
COMPSKEHO C MUHMMATIbHBIM PUCKOM U Heydo6CcTBaMM Ansi TECTUPYEMOro nuua. 3To 03HavaerT,
4YTO BMELLATENbLCTBO AOIKHO OKa3biBaTh B XyALLEeM Cliyyae Tomnbko camoe criaboe 1 nuib
BpPEMEHHOE OTpuLUaTernbHOe BO3AEMCTBME HA COCTOsIHME 340POBbS NMULA, Ha KOTOPOM
npoBoamTcs TecT. Kpome Toro, oxuaaemoe HeyaoGCTBO Ansi COOTBETCTBYIOLLETO NULa,
CBsI3aHHOE C TakuM BMELLATeNIbCTBOM, AOIDKHO BbiTb, B XyALIEeM cryyae, OYeHb NErkum u
TONbKO BpeMeHHbIM. Tak, B3ATve 06pa3sLa KpoBU U3 neprdepryeckoro KPOBEHOCHOIO cocyna
MOXET paccMaTpmBaTbCs Kak npuemriemas hopMa BMeLaTesibcTea.

112. YacTb d. TpebyeT, 4TOObI, COrMacHo He3aBMCUMOW OLEeHKe, MOTEeHUMarnbHasi nonb3a ot
TeCTUpPOBaHUS CYLLECTBEHHO nepeselunBana Ty yrpo3y A HEMNPUKOCHOBEHHOCTN YaCTHOM
XKW3HW, KOTOPasi MOXET BO3HUKHYTb B CBA3M CO cbopom, 0bpaboTko unm nepepayen
pesynbTaToB TecTa. TV AaHHble — rMaBHbIA NpeaMeT 6ecnokoncTaa.

113. B cootBeTcTBUM co CTaTbel 16 HacToswero [poTokona, nepcoHanbHble AaHHbIE,
nonyyYeHHble B pe3ynbTaTe reHeTUYecKoro Tecta, CunTalTca KoHduaeHumansHsIMu. Ux cbop,
obpaboTka 1 nepegada LOMKHbI OTBEYaTh TPEOOBAHMAM HaLMOHANbLHOIoO 3aKOHO4ATENbCTRA,
PErynupymoLLero 3awuTy nuy, B OTHOLLEHMN 06paboTkM nepcoHarnbHbIX AaHHbIX. [JaHHas
CrtaTbsl pacnpocTpaHsieTcsl Ha CUTyaLuuun, Koraa reHeTU4ECKMIn TECT NPOBOANTCS HA OAHOM
nvue, Ho aHanu3 ero pesynbTaToB 3aTparnBaeT O4HOro Unu Bonee YNeHoOB ero cembu, KOTopble
nonyyarT nHdopMaumio 06 3TUX pesynbTaTax U MOryT U3BrneYb U3 H1X nonbay. MycTs gaxe
Takue crnyyauv KpaviHe pefku, HeobxoaMmMo NpefycMOoTpeTb creumarnbHble NOMOXKEHNS,
perynupyoLime 3TM BeCbMa crieumduyeckne cutyaumm, 4toobl ob6rneryntb omeH
MHdOpMaLmen B pamkax AaHHOW ceMbu. YacTb d. Tow ke CTaTbu paccmaTpvBaeT pUcku Ansi
HEMPUKOCHOBEHHOCTM YaCTHOM XWU3HW NULa, Ha KOTOPOM NpeanonaraeTcs NPOBECTU TECT,
BO3HMKAlOLLME B TaKMX BeCcbMa crieumduyecknx cutyauusax. OHa TpebyeT, 4Tobbl
noTeHunanbHas nornb3a OT TECTMPOBAaHUS, COrfacHO He3aBNCUMMOW OLIEHKE, CyLLECTBEHHO
nepeseLUvBana 3Tu pucku. K Takum cutyaumsim BnosiHe NpuMeHnMbI cogepxatumecs B Yactu a.
pa3bsiCHEHUS MO NOBOAY TEPMUHA «HE3ABUCKHMAs OLIEHKa,.

114. B aToM cnyyae Takke TpebyeTcsi pa3peLueHne 3aKoOHHOro NpeacTaBuTens nuua, He
cnocobHoro aatk cornacue, opraHa BnacTu, nMbo nuua nunu yYpexaeHns,
npeayCMOTPEHHOrO HaLMOHanbHbIM 3akoHoA4aTensCcTBOM. B aTOM cneundunyeckom cnyyae
reHeTNYeCKMX TECTOB 3aKOHHbLIN NpeAcTaBnTeNb Nnua, He cnocobHoro AaTtk cornacue Ha
npoBefeHne TecTa, MOXeT oka3aTbCs 1 Gnarononyyarenem npegnonaraeMoro Tecra,
NOCKOMbKY B JAHHOW PONN OBbIYHO KaK pa3 1 BbICTyNaeT YreH CeMbW Takoro nuua.



HaumoHanbHoe 3aKoHOAATeNbCTBO AOIHKHO NpeaycMaTpuBaTh 0Co6ble HOPMbI,
perynupytoLime Takue cuTyauum.

115. HakoHeL, 4TOBbI CBECTU K MWUHUMYMY OrpaHU4YeHna caMmoCToATesNIbHOCTU U HE3aBUCUMOCTHU
nnua, Ha KOTOpOM npeanonaraeTcd NpoBecT TeCT, 3TO JIMUO B Mepy cBoOel crnocobHoCcTU
NoHMMaTb N CTeNeHn 3penoCTu AOJMKHO yHacTBOBaTh B npoueaype Bbiaavn paspeLlleHnsa.

116. B no6om cnyyae, ecnv 3To NULLO BO3paxkaeT NPOTUB TecTa, TECT NPOBOAUTLCS He
nomxkeH. ATo nocnefHee ycrnoswe noBTopsieT TpeboBaHme, yxxe NpoBo3rnallaBLleecs
NPVMEHMNTENBHO K KOHKPETHBLIM cdhepam: BUoMeaNLIMHCKUM UCCredoBaHUSaM U
TpaHcnnaHTauum opraHoB U TkaHew, B Ctatbax 17 n 20 KoHBEHLUM 1 COOTBETCTBYHOLLMX
[ononHnTenbHbIX NPOTOKOMOB K Hel. MoHATME «BO3paxeHney» npegnonaraet y
COOTBETCTBYHOLLErO NULLA ONpeaeNneHHy CNoCoOBHOCTb MOHMMATbL M TOT (PaKT, YTO OH UNK
OHa BblpaxaltoT xenaHue. [pu aTom cneayeT pasnuMyaTb NPOCTOE BbIPaXEHUE CTpaxa unm
HEeJOBONbCTBA CO CTOPOHbI MareHbKoro pebeHka — BblpaXkeHue, KOTopoe He MOXeT ObiTb
Ha3BaHO BO3paXXeHMEeM B IOPUANYECKOM CMbICIie, U XenaHue, BolpaxxeHHoe bornee
B3pOCIibIM pebeHKoM, CNOCOBHbIM CO3HaBaTh cMTyauuto. Ho aaxe B cryvyae ManeHbKoro
pebeHka, He cnocobHOro co3HaBaTb cUTyaumto, crnegyet cobnoaatb TpeboBaHve 0 ToM,
4YTOObI MEAMLMHCKOE BMELLATENBCTBO MNPUYMHSANO NNLLb MUHUMarbHOe Heyao6CTBO TOMY,
Ha KOM NpoBOAMUTCS TECT.

CtaTbsl 14 — TecTbl Ha Bruonornyeckux MaTtepuanax npu oTCyTCTBMMN BO3MOXHOCTU
KOHTakKkTa C COOTBETCTBYHOLLIMM JNTULIOM

117. OaHHas CTaTbsi KacaeTcsl reHeTUYeckUx TECTOB, KOTOpbIe NpeanonaraeTcs NPOBOAUTL Ha
obpasuax 6ronornyeckoro MaTepuana kakoro-nmbo nuua B UHTEpecax YneHoB ero CemMbi.
B cooTBeTcTBUM co CTatben 9 HacToswero MpoTokona, Ans npoeegeHus noboro
reHeTNYeCcKoro Tecta JOMKHO BbITb MONyYeHO cornacue CooTBETCTBYHOLWEro nuua. 3To
OTHOCUTCS U K TeCTaM, MPOBOAMMbIM Ha GUONorM4eckoM maTtepuarne, nepBoHavanbHO
B3SITOM Y COOTBETCTBYHLLErO nnua ans apyron uenu. CooTBETCTBEHHO, HEOGXOAUMO
NPUIOXWTb BCE pa3yMHbIe, C TOUKM 3pPEHUS 3aTpaT BPEMEHU U CPEACTB, YCUNUS, YTOObI
CBSI3aTbCs C TEM NULOM, Ha YbeM GMonorMyeckoM matepuare npeanonaraeTcs NpoBecT
TeCT.

118. OpgHako B OTAENbHbBIX PEAKMX Crydasix MOXeT OKa3aTbCH, YTO HUKaKMe pasyMHble yCunms
He NO3BONAKT CBA3aTbCA C AAaHHbLIM JNTULOM. B 10 xe BpeMsA B HEKOTOPbIX cnyqaﬂx
HEBO3MOXHOCTb MPOBEAEHMS NPeAnonaraeMoro reHeTu4eckoe Tecta MOXeT UMeTb
cepbesHble NOCNEeACTBUS A 300POBbsi TEX YNEHOB CeMbM, Ansi bnara KoTopbIX 3TOT TECT
nnaHuposancya. 3To OTHOCUTCS, HaNpUMep, K CEMbSIM, B KOTOPbIX ObINIO HECKOMBKO Cry4Yaes
3aboneBaHVa pakoM SIYHKKA, a OTBETCTBEHHAA 3a 3TO reHeTuyeckasi MyTauus He Gbina
naeHTnduumposaHa. lNpegnonaraemblii reHETUYECKUIA TECT MOT Bbl MOMOYb B U3yYeHUN
CEMbM, UMEILLEM LIENbI0 MAEHTUDULMPOBATL COOTBETCTBYIOLLYIO MyTaUMIo 1 U36aBuTb OT
HeOGXO,EI,I/IMOCTVI onepaunn no yaaneHu ANYHUKOB TeX XEeHLUUH LlaHHOVI CeMbMW, Y KOTOPbIX
He OyaeT BbisiBNeHa Takasi MyTauusi. B nogo6HbIX criydasix MOXHO cyMTaTh, YTO Mofb3a Anst
COOTBETCTBYHLLMX YIIEHOB CEMbU 0COBEHHO BaXKHa 1 CyLLECTBEHHO NepeBeLLMBaeT Niodble
PUCKU, KOTOPbIE MOTYT BO3HUKHYTb B CBA3M C MPOBEAEHNEM TecTa, BKIoYas puckK Ans
YaCTHOW XM3HM TOro nuua, Yen buonornyeckuii matepman bygeT ncnonb3osaH 6e3 ero
cornacus, .

119. laHHasa cTaTbsa NpegycMaTpuBaeT, YTo B Criyyae, Koraa HeT BO3MOXHOCTU CBSA3aTbCA C
COOTBETCTBYIOLLMM NULIOM, TO HALMOHANLHOE 3aKOHOAATENbLCTBO MOXET A0MycKaTb
npoBefeHNe Takoro TecTa UCX0As M3 MPUHLMNA COPasMepPHOCTU NpY YCIOBUK, YTO
oXnaaemyto Nonb3ay Hemnb3s NoyYnTb UHBIM MYTEM U TECT HEMb3s OTCPOUUTL.

120. Uenbto Takoro Tecta AOMKHO ObITb NOMyYeHNe None3Horo Ans YreHOoB AaHHOW CeEMbM
npodmnakTM4eckoro, AMarHoCTUYECKOro Unu TepaneBTUYecKoro pesynbtata nmbo
npefocTaBneHne M BO3MOXHOCTM MHEOPMMPOBAHHOIO PenpoAyKTUBHOrO BbIGOpa.

121. MpuHUMN HeobxoaMMOocCTK TpebyeT, YTODbI OXXMAaeMyo Nonb3y Hemnb3si ObINo NoNyYnTbL
6e3 npoBefeHUs TecTa, U TECT HEMb3s GblNo 0TCPOUNTL. Kpome Toro, B COOTBETCTBUM C



NPUHUMNOM COPa3MepHOCTU OXnaaemasi Nosfib3a AOJHKHa CyLLeCTBEHHO NepeBeLLMBaTh
noTeHUManbHyto yrposy Ansi YaCTHOM XU3HU, KoTopasi MOXeT BO3HUKHYTb B CBSI3W CO
cbopom, obpaboTkon nnn nepegayen pedynbTaToB TecTa.

122. HakoHeu, CtaTtbsi TpebyeT, 4ToObl, B COOTBETCTBUM CO cTaTheln 22 KoHBEeHUMMU 0 NpaBax
yenoBeka n buomeauumHe, GbinNKu caenaHbl OrOBOPKM AN CUTyauuu, Koraa
COOTBETCTBYHOLLIEE NMULO paHee HeABYCMbICIIEHHO BO3paxaro NpoTMB NPOBEAEHUS Takoro
TecTa. CtaTtbsa 22 KoHBeHUuN ycTaHaBnmBaeT obLiee npaBuso, CorrnacHo KOTopoMy 4YacTb
Tena 4yernoBeka, U3bsaTasa C onpeaeneHHomn LEenbto, MOXET XPaHUTLCA U
MCNoNb30BaTLCS B LIENAX, OTNIMYHbLIX OT TEX, pagun KOTOPbIX OHa Obina nsbaTa,
TONbKO NpY YCNoBUM COBNOAEHNST HaANeXaLLmx npoueayp MHHOOPMMUPOBaHUSA U
nonyyeHunsa cornacusi. B cBasu ¢ atum MNosicHnTensHbin goknag k KoHBeHuum
onpenenseT, 4To NOPSAAO0K NOMyYeHUss MHpopMaLMK K cornacusa MOXeT pasnnyaTbcs
B 3aBMCUMOCTM OT 06CTOATENLCTB. UTO KacaeTcst AaHHbIX MPUHLMIOB, TO BBEAEHWNE
Heo6XoaANMbIX HOPM, PETYNUPYIOLLMX CUTYaLUun, Korga CooTBETCTBYHOLLEE NULIO
paHee HeBYCMbICIEHHO BbIPa3uo Bo3paxeHne, — 0653aHHOCTb KaXkaoro
rocygapcrtsa B OTOEMNbHOCTU.

CraTbsl 15 — TecTbl Ha o6pa3uax GUoONOrMyecKoro MaTepumarna yMepLumx nuu

123. Bo3MOXHOCTb NpOBEAEHNSI FTEHETUYECKOTO TecTa Ha Buonornyeckom matepuane, B3ATOM y
yMepLUEero unv B3aTOM MpW XXU3HW y N1ua, BNOCNeACTBUN YMepLUEro, MOXeT OKa3aTbCs
BaXHOWN, C MEONLIMHCKOM TOYKM 3pEHUs, AN YNEeHOB ceMbU AaHHOro nuua. OgHako
HeobXxoaAMMO onpeaenvTb NPaBoOBbIE PaMKX A1s1 OCYLLECTBIEHNUSI TakKo BO3MOXHOCTMY.

124. flanHasa Ctatbs TpebyeT, uTo6bl Nobon reHeTnyecknin TecT Ha Bruonornyeckux obpasuax,
B3ATbIX Y YMEPLUEro, NPOBOAUMbIN Ans Gnara YneHoB CeMbM AaHHOIO nuua, NpoBOAUIICS
TONBKO Npn HanNn4nm npeaycMoTPEeHHOro HaunoHanbHbIM 3aKOHOA4ATENbCTBOM cornacusa
unu paspelueHusi. To xe TpeboBaHVe NPeabsBNAETCS U K NPOBEAEHUI0 TECTOB Ha
Buonornyeckom matepuane, B3ATOM MPW XXU3HW Y Nvua, BNOCNeACTBUN YMepLUEro.

125. OnpefeneHve HOpM, PErynupyoLLIMX U3bsiIBReHWe Takoro cornacus (HanpuMep, AOMKHO
I OHO GbITb SIBHO BbIPAXXEHHBIM WIM MOXET NPE3OMUPOBATLCS) UMW BblAauu paspeLleHnst
NPUMEHNUTENBHO K FEHETUYECKUM TeCTaM, MPOBOANUMBIM NoA0GHbLIM 0GPa3oM, OCTaBIIEHO Ha
YCMOTpPEHWE HaLMOHanbHOro 3akoHo4aTeNLCTBA

126. Ha ycMOTpeHVe HaLMoHarbHOro 3aKoHO4ATENbCTBA OCTABNEHA Y KOHKPETM3aLms YCroBui
OLIEHKU «MOMb3bl A8 YNeHOB ceMbmy». pun OLEHKe 3TOWM KaTteropum HeoGXoaMMo
NpPUHUMAaTb BO BHUMaHWE NPUHLMMNBI HEOGXOANUMOCTM U COPasMepPHOCTH.

127. MNoTOMKU, UNK Apyrue YreHbl CEMbY YMEPLLETO NMULIA MOTYT U3-3a CBOEN GMONOrnyeckoii
CBS131 C 3TVM NNLIOM VMETb CBOM 0COBble MHTEPEChH! B TOM, YTO KacaeTcsi reHeTukun. U xoTs,
COrnacHo 3akoHoAaTenbCTBY, pelleHne B 3TON cepe NPUHUMAIOT HE OHU, C HUMU HYXXHO
KOHCYNbTUPOBATbLCS, NPUHUMAs BO BHUMaHWUE, B 3TOM KOHTEKCTE, PUCK BO3HUKHOBEHMS
KOHMUKTa MHTEPECOB Y COOTHOCS TOT PUCK C OXUAAEMOW MOMb3OMN.

[TIABA VIl - HYacTHas »u3Hb 1 NpaBo Ha UHGOpMaLMIo
CraTbs 16 — YBaxkeHue HENPUKOCHOBEHHOCTN YaCTHOM XU3HW U MpaBa Ha MHdopMaLmio

128. B cootBeTcTBUM co CTaThen 10 KoHBeHUMM 0 NpaBax yenoseka n buomeguumnHe, Ctatbsa
16 npr3HaeT NpaBo Ha yBaXKeHUE YaCTHOW XWU3HW, B YaCTHOCTU, Ha 3aLUMTY NEepPCOHanbHbIX
[OaHHbIX, MOSyYEHHbIX B pe3ynbTaTe reHeTUYeckoro Tecta. Takum obpasom, gaHHast Ctatbs
BHOBb NoATBEpPXAaeT NPUHUMM, NnpoBo3rnallaemMbiii Ctatbelt 8 KoHBeHUMM 0 3awmTe npas
YyenoBeka N OCHOBHbIX cB06O/, 1 BHOBb 3asBMeHHbI B KOHBEHUMM O 3awwuTe nuy B
OTHOLLEHMN aBTOMaTU3NPOBaHHOW 06paboTKN NepCcoHanbHbIX AaHHbIX.

129. Llenb reHeTUYECKMNX TECTOB, Ha KOTOPbIE pacnpocTpaHaeTcs HacToawmmn MpoTokon, —
nonyyeHne nHdopmaLmm, KacarLencs COCTOSIHUA 340poBbsa. Heobxoanmo oTMeTUTb, UTO,
B cooTBeTCTBMU co CTaTben 6 KoHBEHUMM O 3awmTe N1y, B OTHOLLEHWUN
aBTOMaTU3MPOBaHHON 06pPaboTKN NEPCOHarbHbIX AAHHbIX, NePCOHarbHble AaHHbIE,



KacaklLinecsa CoCToAHUA 300P0BbA, 06pa3yr0T oc06yro KaTeropuio AaHHbIX,
paccmMmaTpmBaeMyro Kak 0cob0 ceHcUTUBHAsA 1 KOH(*)VI,D,eHLWIaJ'IbHaH MH(*)OpMaLI,VIFI, n,
COOTBETCTBEHHO, Tpe6y|0T OOCTaTO4HbIX rapaHTVIVI 3alnThl.

130. OgHako criy4aHO MOXET OKa3aTbCsl, YTO FeHETUYECKUIA TECT, MPOBOANMbIV C
MeOMLMHCKUMU LensiMmn, AacT MHOPMaLMIO NMAYHOIO XapakTepa, He OTHOCSALLYIOCS K
oxpaHe 340pOBbsi, KOTOpasi MOXEeT UMETb BONbLLOE 3Ha4YeHVe 1 cepbe3Hble NOCNeaCTBUS
AN COOTBETCTBYIOLLEro Nn1ua UIn YrieHoB ero ceMbu. Hanpumep, BbiSsBUTL OTCYTCTBME
oXxugaemor G1onorMYecKkon CeA3un Unu Hanuye GUoNorMYecko CBsi3n, KOTOpPOW He
oxunganu.

131. OnpegeneHune opMbl U COAEPXKaHWS, B KOTOPbIX NoAo6Hast HeoXnaaHHas HdopMaumns
[OMKHa NpeacTaBnsaTbCA COOTBETCTBYHOLLEMY MUY, OTHOCUTCSI K KOMNETEHLUN
HaUMoHanbHOro 3akoHoaaTenbCcTBa. B 310l CcBSI3Kn, B 4aCTHOCTU, HEOBXOAMMO CYUTATBLCS CO
BCEMM NOXeNaHWsAM, KOTOpble COOTBETCTBYIOLLEE NNLIO BbICKa3biBano OTHOCMTENBHO ero
[0CTyna K Takov MHdOopMaLMK, U TOYHO TakK e criefyeT yunTbiBaTb Mnobon yuepb, KoTopbin
nofo6Has MHopMaums Morfia 6bl HAHECTU AaHHOMY NULLY UNU YNeHaM ero CEMbU.

132. YacTb 2 rapaHTUpyeT KaxXaoMy YerioBeKy NpaBo 3HaTb N6y coGpaHHy UHopMaLmIo O
€ro 370p0oBbe, MOMYYEHHYIO B pesyrnbTaTte reHeTM4eckoro Tecrta. NoaTomy Takoi Yernosek
[OJIKeH, B 06LLEeM cryyae, MMeTb AOCTYN KO BCEM KacaloLMMCS ero AaHHbIM, B
0COBEHHOCTM TEM, YTO coepKaTcs B ero MeaVLMHCKOW JOKYMEHTaLMu.

133. OgHoBpeMeHHo aaHHast CTaTbsl yCTaHaBNMBAaET eLle OAHO TpebGoBaHMe B OTHOLLIEHUN
MEAMLMHCKMX 3aKMYEHNI, caenaHHbIX Ha OCHOBE TecTa: COOTBETCTBYIOLLEE NNLIO AOMMKHO
MMETb BO3MOXHOCTb 03HAaKOMUTLCS C 3TUMM 3aKIMOYEHUSIMU B NMOHSITHOM eMy chopMe.
WMHorga ans aToro MoxeT noTpeboBaThcs nepeckasatb MeANLMHCKOE 3akrtoyeHne Gonee
NPOCTLIMU CNIOBaMWU, TaK, YTOObI OHO BbINO MNOHATHO COOTBETCTBYOLLEMY NULLY, C Y4ETOM
€ro 3HaHWi, YpOoBHS 06pa3oBaHUsi U NCUXONOMNMYECKOro COCTOsIHUSA. B onpeaeneHHbix
cny4asix, kak B criy4yae TeCToB, K KOTOPbIM NPUMEHUMbI MOMNOXEHUA 06 UCKMIOYEHUSIX U3
o6Lwwmx Hopm, coaepxatumecs B Yactn 2 CtaTtbm 7 HacToswero [NpoTokona, nuyHasi 6ecena
c Bpayom byaeT HeBO3MOXHa. 3aecbk HeobxoauMo NpeaycMoTpeThb Apyrve Mepbl,
No3BONSOLLME UCNONMHNUTL coaepkaymecs B Yactu 2 TpeboBaHus.

134. MpaBo 3HaTb naeT pyka 06 pyky C MpaBoM He 3HaTb, Kak OHO MpU3HaHo B YacTu 3.
YenoBek MOXET MMETb Kakue-TO CBOM MPUYMHBI HE XKenaTb 3HaTb O HEKOTOPbIX acnekTax
COCTOSIHWS CBOETO 340pOBbe. OTO MOXET, HaNpumep, OTHOCUTLCS K Cryyato TecTa Ha
Hanuyve reHa, oTBETCTBEHHOrO 3a 0COBEHHO Cepbe3Hyto 6oMne3Hb, OT KOTOPOW B
HacTosiLee BpemMs HeT nedveHusi. CooTBETCTBYHOLLEE NMULIO MOXET AaTb cornacue Ha
npoBefeHne TecTa, peaynbTaTbl KOTOPOro MOryT BbITb NONE3HbI ANst PENPOAYKTUBHOTO
BblGOpa WM 300POBbS YNIEHOB €r0 CEMbU, — HO NMPU 3TOM He XenaTb 3HaTb, ABSeTCA nu
OHO CaMO HOCUTEeSNIeM AaHHOTO reHa. JTo KenaHue JOMKHO BbINOSHATLCS.

135. MNpw onpeaeneHHbIX 06CTOSATENBCTBAX M NMPABO 3HaTb, U NMPaBO He 3HATb MOXET
noanexaTtb HEKOTOPbIM OrPaHUYEHNAM B MHTEPECAX CamMOro COOTBETCTBYHOLLENO NMua.
MHorga nHopmaums o COCTOSIHUM 300POBbst NLA, BbIPA3UBLLIETO XernaHne He 3HaTb 00
3TOM, MOXET NpeacTaBnaTb Anst Hero ocobyo BaxXHOCTb. Hanpumep, 3HaHWe 0 TOM, YTO
OHO NpeapacnonoXeHo K KAKOMY-TO 3aboneBaHUo, MOXET NPEACTaBNSATb EANHCTBEHHbIN
nyTb, NO3BONSIOLLMIA €My NPUHSATL MepPbI C TeM, YTOObI NPeaoTBpaTUTL 3abonesaHune unm
3afepxaTb ero passutue. B Takux crniydasix Jonr Bpada 3aboTuTbCs 0 340pOBbE NauMeHTa,
0 KoTOpoMm roBopuTcs B CTtaTbe 4 KOHBEHLMM O NpaBax YyeroBeka 1 buomeanumHe, MOXeT
NPUNTW B NPOTMBOPEYME C MPaBOM NauueHTa He 3HaTb. YKasbiBaTb, BNipase Nv Bpay, ¢
YH4E€TOM KOHKPETHbIX 060TOF|TEJ'IbCTB, gonyckaTb UCKN4YeHna 13 npaBa nauneHTa He 3HaTb,
— npeporaTiea HauMoHasIbHOro 3aKOHOAATENbCTBA.

Cratbsa 17 — Bronoruyeckue obpasubl

136. buonornyeckne obpasLibl, Ha KOTOPbIX NPOBOAATCS reHeTUYeCcKe TecThl,
paccmaTtpuBaeMble B CTaTbe 2 HacTosiero [poTokona, UCMonb3yTCs U XPaHATCSA TOMbKO
B YCOBUSAX, rapaHTUPYIOLLUMX UX HEMPUKOCHOBEHHOCTb. COOTBETCTBEHHO, NPUHUMAIOTCS
Hagnexalume Mepbl, B YaCTHOCTU, NPOTUB KX CyYalHOro U HECAaHKLMOHNPOBaHHOIO



noBpexageHna nnn yYHUYToXeHud, paBHO Kak 1 HeCaHKLMOHUPOBAHHOIO AOCTyna Unu
NCNonb30BaHUA.

137. Kpome Toro, Guonoruyeckue o6pasLibl MOTyT CIYXXUTb UCTOUYHUKOM MHEGOPMaLMK O NULax,
Y KOTOPbIX OHM GbINK B3AThI. M03aToMy 06pasLbl 4OKHEI MCMONb30BaTLCS U XPaHUTLCS
TOJIBbKO B YCMOBUSIX, FaPaHTUPYHOLLIMX KOHUAEHLMANBHOCTL MHOPMaLMK, KOTOPYIO MOXHO
U3 HYX U3BIEYb.

Cratbsa 18 — MiHdhopmauums, 3aTparveaioLLas YreHoB cembi

138. Pe3ynbTaTbl HEKOTOPbLIX FTEHETUYECKUX TECTOB MOMYT MMETb 3HaYEeHWNe AN 300POBbS
OpYrvx YneHoB cembu. COOTBETCTBYHOLLEE MULO AOIMKHO ObITb NPOMHOPMMPOBAHO 06
3TOM, B COOTBETCTBUM C TpeboBaHuamu CTaTbm 8 HacTosiLero MNpoTokona, 4o NpoBeaeHUst
TecTa.

139. B Tex cny4yasx, korga aHanu3 pe3ynbTaToB TecTa NOATBEPXAAET UX BAXKHOCTb Anst
300pOBbS APYrMX YNEHOB €ro CeMbU, NNLO, NOABEPrHYBLUEECS TECTY, AOMKHO ObiTh
NPOVHOPMMPOBaHO 06 3TOM 0BCTOATENLCTBE M MOCTABIIEHO B U3BECTHOCTb O BAXXHOCTM
[0CTyna K AaHHOW HdOpMaLMK Ans YNeHoB ero ceMby. JILo AomkHO BbiTb MOCTaBMNeHo B
MN3BECTHOCTb 06 3TOM B Hafgexallee BpeMsi B 3aBUCUMOCTU, Cpeam NpoYero, oT ero
KIIMHUYECKOrO COCTOSIHUS U TH0DObLIX BO3MOXHbIX PELLUEHWA OTHOCUTENBHO Ero 340pPOBbS,
KOTOpble MOTYT GblTb NPUHATHI B CBETE Pe3yNbTaToB TecTa.

140. JormkHbl BbITb NPUHATEI HEOOXOANMBIE MOMNOXEHUS, perynupytoLime cooblleHne nogobHowm
MHOPMaLMK YreHaM CeEMbM COOTBETCTBYHOLLIErO NLa C y4eTOM HOPM O 3aLumTe
KOHMVAEHUMANbLHOCTY U O 3aLUMTe YaCTHOM XU3HW pasnuyHbIX N, 3aTparMeBaeMblix
OaHHoM cuTyaumen (nuua, Ha KOTOpOM MPOBOAMIICSA TECT, U YNIEHOB €ro ceMbu). Beibop
npoueaypsl (Mpoueayp) ocTaBneH Ha ycmoTpeHue ['ocyaapcTB—y4YacTHuKoB. Ecriv nuuo Ha
KOTOPOM MPOBOAWICA TECT, HEe CNOCOBHO UNK He >KenaeT BCTynaTb B HEMOCPEeACTBEHHbIN
KOHTaKT C YneHamMu CBoel ceMbM, eMy MOryT ObiTb NpedoCTaBneHbl Haanexatume
OOKYMEHTbI MNW NUCbMa AN nepefayn YneHam cembm. MoxeT BbITb Takxke paccmMoTpeH
BOMPOC O CO34aHUM crneumanbHOro NOCPEaHNYaOLLEro OpraHa, Ha KoTopbii Gbina Gbl
BO3MoXeHa 0653aHHOCTb CBA3ATLCA C YNleHaMM CeMbU COOTBETCTBYIOLLErO nuLa, ecrnm ato
nocnegHee obpatTUTcsi ¢ Npocbboi NPONHMOPMUPOBATE YIEHOB CEMbW, HE PacKpbIBasi ero
JINYHOCTb KakK MUCTOYHMKA MHbopMaummn. [pyroii BapuaHT — NpeaycMoTpeTb BO3MOXHOCTb
nepefatb peLleHne o0 ToM, criedyeT nv coobLuaTb AaHHY0 MHGOPMaLMIo YneHaM cembM,
KOMMETEHTHOMY OpraHy, MCXoAsLUeMy N3 CPaBHUTENbHON OLEHKU COOTBETCTBYHOLLIX
MHTEPEeCOB 3aTparnBaemMbIX nn,.

141. INnu, NPONHAPOPMUPOBAHHBIX O BaXHOCTU ANS UX 300POBbS pe3yrnbTaToB TecTa,
NpoBeAEHHOro Ha YrieHe NX CeMbU, crieayeT NPUrNacuTb NPOKOHCYNbTUPOBATLCH C BPa4oM,
a B crnyyae, Korga npegnonaraeTcst NPOBECTU reHeTUYECKUIN TECT, NPeayCMOTPEHHbIN
YacTblo 2 CtaTbu 8, M AormkHa 6biTb NpeAocTaBneHa BO3MOXHOCTb MOMYyYnTb Takke u
Haanexallylo reHeTUYECKyo KOHCYNbTaLmio.

naBa VIl — MNporpammbl reHETUHECKOTO CKPUHUHIA B MEAMLMHCKUX LIENSsX
Ctatbs 19 — NporpamMmmbl reHETUHECKOTO CKPMHUHIA B MEAULIMHCKUX LIeNnsxX

142. CtaTbs 19 onpegenseT ycnoBus, KOTOpble AOIMKHbI ObITb BbIMOHEHbLI 40 Havana
peanusauuy nporpammbl FreHETUMECKOTO CKPpUHMHIA. TEPMUH «MporpaMmMa CKpUHUHra»
OTHOCUTCS K OTKPLITOMY A51si BCEN NOMYNsiLMKN UIN KAKOro-TO €€ CEerMeHTa NpeasioxkeHuIo
NPOWTU reHeTUYECKUI TECT C LieNblo paHHEro 0BHapPYXXEeHUS! UM UCKMIOYEHUS:

L reHeTn4eckoro 3abonesaHus,
. reHeTu4ecKkomn npeapacnonoXeHHOCTU K 3aboneBaHuto, Unu

L ,D,pyron reHeTU4YeCcKon XapaKTepUCTukun, 3Ha4YMMow Ans 300pOBbA YrieHOB nonynaunum
WIMN KaKoro-T1o ee cermMeHTa unun anda nx noToMKkoB (Hanpmmep, Hanu4une reHa,
OTBETCTBEHHOIO 3a PE3UCTEHTHOCTb K 3360ﬂeBaHI/II'O).



143. MpoBeaeHne reHeTUYECKUX TECTOB KaK 3aNeMeHTa CKPUHWUHIOBOW NporpamMMbl AUKTYETCS
coobpaxeHnsmMy 06LLECTBEHHOTO 34paBOOXpaHEHMS. VIX yMECTHOCTb Ans Kax4oro YneHa
nonynAuMM Unu cerMeHTa nonynsummn He o6ocHoOBbLIBaeTCA KakMMU-NMBO AaHHBIMU O
KOHKPETHOM MHAWBUAYYME UNU cemMbe. B 3TOM OTHOLLEHWN NpeanoXeHe NPONTH Takon
TECT OTNIMYAETCs MO CBOEW 3HAYMMOCTU OT MPEASIOXKEHNS NPOATK TeCT, CAeNaHHoro B
KOHTEKCTE MeAMLMHCKOro HabnioAeHNs 1 OCHOBBIBAIOLLETOCS HA MHAVBUAYAbHbIX
rokasaHusix. [peanoxeHne NPOWTU rEHETUYECKUI TECT B paMKax CKPUHUHIOBOM
nporpaMmel, NPOBOAUMON B MEAULIMHCKMX LieNsX, NPU3BaHO AaTb YrieHam nonynsuum unm
cerMeHTa nonynsiLym BO3MOXHOCTb CAENaTh HaAeXaLlmii NUYHbIA BeIGOp B OTHOLLEHUN KX
300pOBbS VMU HAZNEeXaLUWin penpoayKTUBHBIA BbIGOP, OCHOBLIBAsSICb Ha pe3ynbTaTtax
npeanaraemoro Tecta.

144, MeOnUMHCKas CKPUHWMHIOBasi NporpamMmMa MOXeT NPOBOAUTHLCS TOMBKO C
npeaBapuTenbHOro ofobpeHns KOMNETEHTHOro opraHa. BelipaXeHne «KOMMNETEHTHBbIN
opraH» 03Ha4aeT opraH, yNnorHOMOYEHHbIN FOCyAapCTBOM BbINOMHATL ONpeaeneHHyo
3agavy.

145. Takoe ogobpeHne MoxeT ObITb 4aHO TONBbKO Npu COBMIOAEHNM OnpeaeneHHbIX YCIOBUN,
NOATBEPXKAEHHOM B X04€ He3aBUCUMOW OLEHKM.

146. Cneundmyeckune ycrnoBusi, nepedncrneHHble B nognyHkTax a.—d. gaHHon Ctatbu,
OOMNOMHSAIOT Te YCNOBUS, KOTOPbIE ONPeaensTCca B APYrUX rnasax HactosLero [NpoTokona
NPUMEHNTENBHO K YPOBHIO OTAENBHOrO MHAMBUAA, B YaCTHOCTU, 06Lme nonoxeHus (Mnasa
1), a Takke NONOXeHUs, OTHOCALLMECS K KaYEeCTBY reHEeTUYECKNX YCYT U K KIMHNYECKON
nonesHoCTn reHeTudecknx Tectos (Mnasa lll), K tHdopMaLmK, reHeTUYeCKUM
KOHCynbTaumsaM n cornacuio (Mnasa 1V) n K yBaXkeHWI0 YaCTHOW XWU3HW 1 MpaBy Ha
nHdpopmaumto (Fnasa VII).

147. OomkHa 6blTb NPU3HaHa 3HaYMMOCTb NPOrpaMMbl A5t 340POBbS BCEX YNEHOB MOMyNsumm
MM COOTBETCTBYIOLLIErO CermeHTa nonynsuun. 3abonesaHue, Ha KOTOpoe HanpaeneH
CKPUHWHT, [OMKHO NPEeACTaBNsiTh 3Ha4YMTENbHYI0 NpobnemMy Ansi 340pOBbs
COOTBETCTBYIOLLEN NONYNAUMK B CUMY €ro TSHKeCTU Unn pacnpocTpaHeHHocTu. Mporpamma
[JOIKHa AaBaTb YnieHaM COOTBETCTBYIOLLEN NONYMsSLMU BO3MOXKHOCTb NPUHUMATb
Hadnexallume peLueHns, B YaCTHOCTU, B TOM, YTO KacaeTcst NPpohUNakTK Unn neveHns
AaHHoro 3aboneBaHus.

148. JomkHa BbITb ycTaHOBMNEHa Hay4Has 060CHOBaAHHOCTb U 3PEKTUBHOCTb CKPUHWHIOBOM
nporpammel. Hay4yHas 060CHOBAHHOCTbL AOMKHA ONPeaenaTbCa NPUMEHNTENBHO K Lienu
CKPUHUWHIA U Ha OCHOBE KPUTEPWUEB aHaNMUTUYECKON YyBCTBUTENBHOCTM, aHaNUTUYECKOM
cneumdUYHOCTY U HAAEXHOCTW NPeAnaraemMoro TecTa, KoTopble AOMKHbI COOTBETCTBOBATL
TpeboBaHuaM, onpeaensieMbiM B YacTu a. CtaTten 5 HacTosiwero MNMpoTtokona. B kayectsa
O[HOTO M3 BaXHEWLNX KpuTepmes ahMEKTUBHOCTM NPOrpaMMbl CKPUHMHIA B 06LLEM cryyae
NPUHATO CYUTaTb CHDKEHWE CMEePTHOCTU UNn 3aboneBaemMocTy.

149. [insa atoro HeobxoAnMO, YTOGbI NMLAM, BOBMEYEHHBLIM B Nporpammy, Obinv AOCTYMHbI
COOTBETCTBYIOLME NpodmnakTnyeckne nunm nedebHole Mepbl. MNoHATHE npodunakTkm
30ecb criefyeT NOHMMaTb B LUMPOKOM CMbICIE, BKITIOYas, B YaCTHOCTU, MPUCTanbHbIN
KOHTPOIb 32 COCTOSHMEM 300POBbS, HAaNPUMep, B BUAE PErynsapHOro MeanLUmMHCKoro
ocmoTpa (B 4aCTHOCTK, ANS N, NPeapacnonoXeHHbIX K paky rpyamn). OHO MOXeT Takke
(kak B criydyae MyKOBMCLMA03a UNW MblLLEYHOM AMCTpodmm [liolweHHa) BKnoYaTb Mepbl,
no3BonsoLLMe caepxaTb UK 3amMeanuTb pasBuTMe CUMNTOMOB 3abonesannsa unm
3Ha4YMTENbHO NOBLICUTL Bnaronony4ne Unu yny4lnTb YCIOBUS XU3HU COOTBETCTBYIOLLIETO
nvua. HakoHel, B onpefeneHHbIx crnyvasix, B 0COGEHHOCTU KOrAa CyLLecTByeT puck
HacnefCcTBEHHOW NepeAayn o4eHb TshKernoro 3abonesaHuns, Noxo noaaaroLerocs
neyYyeHnto, B Ka4ecTBe Haanexalen NnpounakTM4eckon Mepbl MOXeT paccMaTpuBaThCs
COOTBETCTBYIOLLMIA BbIOOp B 06nacTn penpoaykumm, KoTopasi TECHO CBsid3aHa CO 3,0POBLEM.

150. MposeneHue Nepepn peanu3saumeit NporpaMmbl MUMIOTHOMO UCCNEAOBAHUS HA HEGOTbLIOM
CerMeHTe LeneBou Nonynsumy No3BONMUT OLEHUTL BCE HEFATUBHbIE U NMO3UTUBHbBIE 3hdEKTHI U



nocnencTenA npe,u,naraemoﬂ nporpamMmbl Ha BCEX YPOBHAX: TEXHNYECKOM, OpraH1M3aLlMoOHHOM,
Hay4YHOM, KINTMHNYECKOM U Jaxe NCUXOororn4eckom u coumanbHOM.

151. Heo6xoAnMO NpUHATL Haanexatume mepbl, 4Tobbl 06ecneunTs paBHONPaBHbIN AOCTYN K
nporpaMmme CKpvHWHra Ans Bcex NpeacraBuTene nonynauum Unm CooTBETCTBYIOLLMX ee
cermeHToB. 370 TpeboBaHNe NOBTOPSET NPUHLMM, NpoBo3rnawaemsin B Ctatbe 3
KoHBeHUMK, B A@HHOM Criyqae — NPUMEHUTENbHO K CKPUHUHTY. PaBHonpasue B 3TOM
KOHTEKCTe 03Ha4aeT npexae BCero OTCyTCTBME AMCKpUMMHALmMM, COOTBETCTBEHHO, He
Byayyn TOXOEeCTBEHHO abCoNTHOMY paBEHCTBY, NOHATME PaBHONPaBHOrO AOCTyNa
yKasblBaeT Ha YAOBNEeTBOPUTENbHBIV YPOBEHb JOCTYNa K CKPUHUHTY.

152. HakoHeu, nporpammMa AorkHa npedycmaTpuBaTh Mepbl, MO3BONALME NONYNALUMA UMK
COOTBETCTBYIOLLMM €€ CerMeHTam BOCMOSb30BaTbCsA HEOBX0AMMO UHdOopMaLmEN
OTHOCUTESBHO NPOrPaMMbl CKPUHUHIA. MIHGbopMaLms JomkHa AaTh 3HaTb
COOTBETCTBYIOLMM LAM O CyLLECTBOBaHWUM NPOrpaMmbl CKPUHUHIA, ee LensiX, PaBHO Kak
1 0 0O6pPOBOSILHOM XapakTepe y4acTus B nporpamme. OHa [OSMKHA Takke pasbsACHATb
Liaru, KotTopble Heo6XoaMMO MPEANPUHATL ANA y4acTusl B NPOrpamMMe U BO3MOXHOCTH
nonyunTs Gornee aetanbHy0 MHPOPMAaLIMIO, B 0COBEHHOCTU O MPOLIECCE CKPUHMHTA,
0Xnaaemol Nosib3e 1 BO3MOXHbIX HEraTUBHbIX NOCeACTBUAX (Hanpumep, GecrnokoncTBo No
NnoBoAYy pe3ynbTaToB TECTOB) Y BO3MOXHbIX NMOCNEACTBUSX AN YNIeHOB CEMbM C TeM, YTOGLI
4aTb UM BO3MOXHOCTb peLlaTh, criegyeT N UM NPOXoauTh npeanaraeMblil TecT.

MABA IX — NHdopmMupoBaHue o6LLecTBEHHOCTH
CrtaTbsl 20 — IHdopMupoBaHme obLLeCTBEHHOCTM

153. Llenb gaHHow CtaTby — nobyanTe ocygapcTBa—y4acTHUKN NPUHATL HAANexalume mMepbl
Ans Toro, 4YTobbl 06NErYnTb LUMPOKON OBLLIECTBEHHOCTU AOCTYN K OGBEKTUBHON 0OLLEen
MHdOPMaLIMK O reHeTUYeCKMX TecTax. [eHeTuka Yem danblue, Tem 6onblue bypet
npesBpaLLaTbCcsl B HEOTLEMIIEMYHO YacTb 3apaBooxpaHeHust. OfgHaKo OHa BCe elle OCcTaeTcs
OTHOCUTENBHO HOBOW U CMOXHON 06nacTbio. BHe koHTekcTa MeanLMHbI BO3MOXHOCTM
[ocTtyna K 06bekT1BHON 06LLen MHpopMaLmM O reHeTUYECKUX TeCTax YacTo eLle OYeHb
HeBenvkW. YTobbl 0OLLLECTBO MOTTIO fyylle NoHNMaTh 3Ty 06nacTb reHeTUKN, OTKpbIBaeMble
€10 BO3MOXHOCTM Nporpecca B 06ecneyveHnn 300poBbst Y €e OrpaHNYeHNs!, BaKHO
npeaocTaBuTb LUMPOKOM 06LLECTBEHHOCTU AOCTYMHYIO ANst Hee No hopme MHOopMaLMIO O
CYyLLECTBYIOLUMX Pa3MUYHbIX TUMAX reHETUYECKMX TECTOB (ONAarHOCTUYECKUE TECTbI,
NPOrHOCTUYECKNE TECTbI HA MOHOTEHHbIE 3a00NEBaHNS 1 Te, YTO MO3BOMSIOT BbISIBUTD
npeapacnonoXeHHOCTb K 3aboneBaHuio, TeCTbl AN aeHTUdMKaLumM 300poBOro HOCUTENS
reHa, OTBETCTBEHHOrO 3a HEKOTOPYH GonesHb). HeobxoamMmo Takke roBopuTh O
NPVYIMEHEHNN 3TX TECTOB B MEAMLMHCKON NpaKTUKE U, B 0COGEHHOCTU, O 3HAYMMOCTH, a B
crny4yae Heob6X0AMMOCTU 1 O FpaHMLax 3Ha4YMMOCTM MHAPOPMAaLMK, MPOUCTEKAIOLLIEN N3 TaKkmX
TecToB. Takoro poaa UHGoOpMaLUs Takke NoMoraeT NpegoTBpaTUTL CTUrMaTU3aumio no
npu3Hakam, CBA3aHHbIM C FTEHETUHECKUMW XapaKTepuCcTUKamu.

154. BbiGop Hagnexalumx Mep oCcTaBnsieTcs Ha YCMOTpeHue Kaxaoro Focyaapctea—yvacTHuKa
1 3aBUCUT NpeXae BCero OT TOro, KakoBO KauyecTBO MHAOPMaLMK, YxKe OCTYNHON
obuecTsy. NprMepbl METOAO0B MHHOPMUPOBaHWS LUMPOKOW 0BLLECTBEHHOCTH —
opraHunsaums MHOPMaLMOHHBIX KaMnaHui unn cosgaxune cavtos B MiHTepHeTe. Cioaa
MOXHO [06aBUTbL 06pasoBaTesibHbIE U TPEHMHIOBbIE NMPOrpaMMbl, KOTOPbIE CryXKaT TOM Xe
uenu. CTUMynunpoBaHve 1 nogaepXkka Takux MHULMaTUB — NPpUMepbl TeX Mep, KoTopble
"ocynapcTBa—y4acTHUKM MOTYT NPUHSATL AN TOro, YToObl BbIMONHUTE TpeBOBaHMS 3TON
Cratbn.

155. Tam, rae 310 yMecTHO, NogobHas nHopmMauns obLLEro xapakTepa MOXeT AOMNOMHATLCS
Gonee KOHKPETHON MHGOPMaLMEN O KaKUX-TO cneunduyYeckux Tectax, B YacTHOCTH, O
TecTax, KoTopble MOXHO NPOWTY BHE pamMOK MHAUBMAYaANbHOrO MEAMLMHCKOIrO HabnoaeHus.
KomnaHuu, npegnaratowye Takue TecTbl Ha KOMMEPYECKOM PbIHKE, YacTo BeayT



MacCUpOBaHHYH, HO HErMyboKyHo peknamy 1 He Bcerga MoryT NnpegoctaBuTb MHopMaumio,
KOTOpas Hy>KHa COOTBETCTBYHOLLMM NnLam, 4Tobbl caenaTe MHOPMMPOBaHHBIN BbiGop. B
3TON CUTyaumn 0COBEHHO BaXKHO Hanmnune ob6bEKTMBHOW MHGOPMALIMM O TaknX TeCTax — OHa
nomorna 6bl 3aWnTUTL MIOAEN OT HEMOMHOW, HEBEPHOW, @ B HEKOTOPbIX Criy4asx
npeaHaMepeHHo BBOAsILLEN B 3abnyxaeHre nHdopmMaumu.

MABA X — CBsi3b HacTosiLlero [poTokona ¢ ApyrMMu nonoXeHUsiMm 1 NnepecMoTp
MpoTtokona

CrtaTbsl 21 — CBsa3b HacToswero lNpoTokona ¢ KoHBeHumewn

156. Kak ropuanyeckuii AokymeHT, NpoTokon gononHseT KonseHumio. Kak Tonbko NpoTokon
BCTyMaeT B CUNY, OH CTAHOBUTCA ANst paTuduumpoBasLumx ero CTOpoH YacTbio KoHBeHumu.
Moatomy nonoxeHuns KoHBEHLMM NOMHOCTLIO NPUMEHsTCs K MNpoTokony.

157. Takvm obpasom, CtaTtbst 36 KoHBeHUMK, onpedensioLlas yCrnoBus Npu KOTopbIX
[ocynapcTBO MOXET AenaTb OroBOPKM OTHOCUTENBHO MBOro KOHKPETHOTO MOMOXKEHNS
KoHBeHumn, npumeHuma u k MNMpoTokony. Mcnone3ys aTto nonoxexune, Focygapctsa mMoryT
npwv cobnogeHun ycrnosui, nanoxeHHolx B Ctatbe 36 KoHBeHUMKW, AenaTb OroBopku
OTHOCUTENbHO MBOro KOHKPETHOTO MONOXeHWA HacTosLero MNpoTokona.

CraTba 22 — bonee wupokas 3awmrta

158. CornacHo gaHHou ctaTbe, CTOPOHbI BNpaBe NPMMEHATbL HOPMbI, 06ecneunBaoLLme
GonbLUyo 3aLWmMTy, HEXenu Te, YTo cogepxaTtcs B [MpoTokone. [pyrMMu cnoBamu, TEKCT
yCTaHaBMBaeT o6|_|_w|e CTaHOapTbl, KOTOPbLIM Focy,qapCTBa AOIMKHbI cneaoBaTtb, NO3BOSIAA
1M obecrneynBaTh B TOM, YTO KacaeTcsl FreHeTUYECKUX TECTOB B MEANLUMHCKUX LiENsIX,
GonbLUYO 3aLMTy YenoBeka 1 NpaB YesioBeka.

CraTbsl 23 — NepecmoTp MNpoTokona

159. [laHHasa cTaTbs npegycmaTtpuBaeT, YTo [1pOTOKOM NOANEXMT NEPECMOTPY HE NO3AHEE, YeM
Mo UCTEYEeHUN NSATW NeT C MOMEHTa BCTYNJIEHWS ero B Cuny, a B AarnbHenLeM no nctedeHum
WHTEPBanoB, onpeaensieMblx ynonHoMoyeHHbIM KomutetoMm. CtaThs 32 KoHBeHLMn
onpegenseT B kayecTBe TakoBoro Komuteta PykoBogsimn kommTeT no 6uoatuke (CDBI),
unu nobon nHon KomureT, ynonHoMo4eHHbIn Ha To KomuteTom MuHucTpos.

naBa X| — 3aknounTensHble NONOXEHNS
CraTba 24 — Noanucaxune u patudurkaumns

160. B cootBeTCcTBUM C nonoxeHusammn Ctatbn 31 KoHBeHUMKM, nognucatb HacToswmn MNpoTokon
Brpase NMuLlb rocygapcTaa, noanncasLune unn patnduumposasiume KoHBeHLUMIO.
PaTudukaums MNpoTokona HeBo3moxHa 6e3 NnpeasapuTensHOM UNM OQHOBPEMEHHOW
patudpukaumm KonseHumu. MocyaapcTso, NnoanvcasLlee unu patuduunposasLlee
KoHBeHumI0, He 06513aH0 noanunckiBaTe MNpoToKON UK, ecny 3To NPUMEHUMO B €ro cry4yae,
patudumumposaTb ero.



