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NMHcpopMupoBaHHOe cornacue naumeHTa Ha nposeaeHue uccsiiefqoBaHus MeToaoM
cekBeHupoBaHua no CaHrepy

O6wasn nHdopmauuns

WccnepoBaHue MeToaoM cekBeHMpoBaHUs No CaHrepy sBASETCs 30/10TbIM CTaHAAPTOM ANS onpegeneHnsa nocnegosatensHoctu AHK,
MCNONb3yeMbIM B MOJIEKYNSIPHO-FreHeTu4Yeckon amarHoctmke. CpaBHeHne nocnegosaTtenbHocTn AHK naumeHTa ¢ pedepeHCHbIM
(3TanoHHbIM) FEHOMOM YesioBeKa NMO3BOSET BbISBUTb U3MEHEHUS B CTPYKTYPE FEHOB U UX PEryNsSTOPHbIX 3/1eMeHTOB. Mpu Hanuuum
nokasaHwuii K NpoBeAEeHUIO UCCNef0BaHNS ANS NOATBEPXAEHUS U/WUNK NOMCKA NaTOreHHOro BapuaHTa/ BapnaHTa C HEM3BECTHOWM
KJIMHUYECKOM 3HAUMMOCTbIO HaY4YHbIN cOTpyaHMK AO «®epcT MeHeTUKC» MeToAOM cekBeHMpoBaHusl no CaHrepy ycraHaBnvBaeT
nocneaoBaTenbHOCTb yyacTka AHK nauweHTa anvHon o 1000 n.o. (nap ocHoBaHWIM), coaepikallero nocneaoBaTelbHOCTb FreHoMa

C uccnefyeMblM BapMaHTOM. Bbl6op perMoHa ocyLecTBAsSIETCS C y4eTOM peKoMeHalmii Bpaya, HanpasmBLIEro Ha UCCneAoBaHue,
yKasaHHbIX B HanpaBuTesbHbIX AOKYMeHTax. Pe3ynbTaToM uccneaoBaHus IBAseTcs 3akioveHme 06 oTCyTCTBUM/Hanuuum (B roMounm
reTepo3MroTHOM COCTOSIHMM) MCKOMOIO BapuaHTa B reHoMe nauueHTa. [ns npoBeAeHus nccnegoBaHus HeobxoanMmMa BeHO3Has KpoBb
13 nepudepunyeckon BeHbl B 06bemMe oT 1 Ao 3 Mn (unu MHoi 6uomaTtepman npmM Heob6XxoANMMOCTHN), N3 KOTOPOI NOTOM ByAeT BblaeseHa

OHK ansa npoBeaeHus uccnenoBaHums.

Llenb nccneposaHusa

WccnepoBaHve MeTOAOM CEKBEHMPOBaHMA No CaHrepy valle BCero npuMeHsieTcs Ans NoATBEPXAEHUS AaHHbIX, MOSyYEeHHbIX METOAOM
NGS (Next Generation Sequencing, win MeToAbl CEKBEHMPOBAHMS HOBOIO MOKOJIEHUS) NMPU BbISSBIEHUWN MNATOME€HHbIX BapuaHTOB U/n
BapMaHTOB C HEN3BECTHOWM KJIMHUYECKOM 3HAUYMMOCTbIO, a TaKXe AN yCTaHOB/IEHUS MeHETUYECKOro craTtyca nauMeHTa B ciiyyae,

Korgay koro-nm6o n3 POACTBEHHUKOB YyXe 6bin1 BbIABNEH BapWaHT, N ero nosioXXeHne B reHoMe U3BECTHO.

Bce nnuHbIe AaHHbIE,

Kacawwmecs Bac n Bawmx poaCTBEHHMKOB, TaKXe, KakK U pe3y/ibTaTbl FEHETUYECKOro nccnenosaHuns, nposoanmole AO «depct
[eHeTnkc», cTporo KOH(bMAEHHMaHbeI N HE MOryT 6bITb nepefaHbl Apyrum nuuam nHadve, Kak ¢ Bawero cornacus. Bbel MoxeTe
0TO3BaTb CBOE corfnacue rno OAHOMY MNK BCEM HVI)KeFIpVIBe,CI,éHHbIM NYHKTaM B ntoboe BpeM4A 6e3 06bACHEHMSA AOMNONHUTENbHbIX

NPUUNH.

A, KnueHt (N0 nonHoCTbLI0)
Bblpa>kato CBOE corsacue Ha npoBefeHne reHeTUYEeCcKoro UCCeA0BaHMA, a TakxXe cornaceH (cHa) Ha To, 4To:

O O6pa3zeu 6uomatepuana, NoAyyYeHHbIN B LEeNsxX NpoBeAeHns reHeTUYeckoro nccnegoBaHuns, no ycmotpenuto AO «®depct
[eHeTUKC» 1 ero NapTHEPCKUX OpraHM3aunii MOXET 6bITb COXPAaHEH M UCNOMb30BaH AN KOHTPoNs (Banuaaunmn) u Apyrux
Lenen, B YaCTHOCTK, AN NpoBeAeHUs AOMOJHUTENbHOrO0 reHeTUYEeCKOro TeCTUPOBaHUSA, a TakXe AN HayYHbIX UCCeaoBaHun
1N MOXET BOWTM B 0OLLYI0 MEAMKO-TreHETUYECKYO AOKYMEHTauUmMo, Npu yCI0BUKN, YTO 3TO HE NPMUBEAET K pacKpbITUIO
OXpaHAEeMOM 3aKOHOM TalHbI.

O TMpu HeobxoaMMOCTW pe3ynbTaTbl UCCAefO0BaHWA MOFYT BblTb MCMOJIb30BaHbI AN MEANKO-TEHETUYECKOrO0 KOHCYbTUPOBaHUS
WKW reHeTnyeckoro obcneaoBaHnsa ApYrMx Y1eHOB MOeW CEMbU.

O TMpu HeobxoaMMOCTW pe3ynbTaTbl UCCAEfO0BaHWA MOrYT ObiTb 3anpoLUEeHbl MOMM SleYallM BPayoM U BblhaHbl eMy Ans
AaNbHeWLWwen TaKTUKN neveHns n obcneaosaHus.

O B cnyyae Heob6xoANMMOCTM cOTPYAHNK AO «®epcT MNeHeTUKC» MOXET CBA3aTbCA CO MHOM, UCMO/Ib3yS MO0 KOHTaKTHYO

MHbOopMaumio.

Pucku n orpaHnyeHun:

1 nponHdopmMmumpoBaH (a), 4To:
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1. CyuwecTByeT BeposATHOCTb pa3pyweHus HK (ecTtecTBeHHbIV npouecc), 4To MoxeT noTpeboBaTb NOBTOPHOro 3abopa

6uonornyeckoro mMaTepuana and uccnenoBaHud.

2. C yueToM npouecca NpoBefeHNss UCC/IeA0BaHMA METOA0M CeKBEHUPOBaHUS No CIHrepy, ero MHOro3TanHoOCTbLI0
W MHAMBMAYANbHbLIM rpacdKoM NPOBEAEHUS UCCNIeA0BaHWIA, CPOK NpoBeaeHUst nccieaoBaHmsa B AO «depcT MeHeTuke»

MOXeT cocTaBnaTb A0 30 pabouunx aHewn.

3. MWccnepoBaHve METOLOM CEKBEHWPOBaHUS Mo CaHrepy No3BOISIET BbIBUTb Ha/MUME/OTCYTCTBME BapuaHTa, 3asiBIEHHOro
B HanpasfieHUU Ha UCCNefoBaHWe, OLHaKO He MOXeT 06HapyXuTb Kakue-nnb6o nameHeHus AHK BHe nccneayemoli

nocnenoBaTesibHOCTU.

4. WccnepoBaHve METOAOM CEKBEHMPOBaHUS No CaHrepy He No3BONSIET AETEKTUPOBATb U3MEHEHUS B HEKOTOPOK nonynsiumMm
KNeTokK, Korgaa B 6onbluelt yactu obpasua npeacraBieHa HopMasibHasi KOMus reHa, HarnpyuMep NaToreHHble BapuaHThl,
npeacTaB/fieHHble B COMaTUYeckmx kneTkax (onyxonun). CekBeHupoBaHue no CaHrepy nosBoJISIET 4eTeKTUPOBaTb U3MEHEHUS

TONbKO €C/IN OHU MPOSABASIOTCS HE MeHee 4yeM B 15-20% wuccnegyemoini AHK.

OUNO KnneHTta Moanuce

Cornacue Ha 06pa6oTKy NepcoHasnbHbIX AAHHbIX

S, HMXKXenoanucaswasncs (NnoanMcaBLUNIACS)
( r.p., NACNOpPTHbI€ AAHHbIE: BblaaH , AaTa

BblAauu , koA noapasaeneHus , 3aperncTpupoBaHa no agpecy:

B COOTBETCTBUM C TpeboBaHuaMM CT.CT.23,24 KoHCTUTyuum PO, ctatbm 9 degepanbHOro 3akoHa ot 27.07.2006 N° 152-03

«0 nepcoHasnbHbIX AaHHbIX», B LEax BeAeHUs MeaMUMHCKOro yyeTa MNoATBep)KAak CBoe cornacue Ha o6paboTky MeauUMHCKUM
yupexaeHnem AO «®epcT NeHeTukc» (panee - YupexaeHme-OnepaTtop), MOMX NePCOHaNbHbIX AAHHbIX, BKAYaOWMX: damMunuio,
MMsl, OTYECTBO, MOJ, AATY POXAEHMUS, aApec MecTa XWUTeNbCTBa, KOHTakTHbIN(e) TenedoH(bl), pekBu3nTbl noanca OMC (AMC),
CTpaxoBOW HOMEp MHAMBUAYANbHOIO NnueBoro cyeta B NMeHcMoHHOM ¢doHae Poccum (CHWMC), aaHHbIE O COCTOSIHUM MOEro 310POBbS,
3aboneBaHusx, cnydasax obpaweHns 3a MeaMLMHCKOM MOMOLLbo, 06pa3ubl TKAHEN U XUAKOCTEN MOEero opraHusMa — B
MeaAnKO-NpodUNaKTUYECKUX LeNsx, B LeNsix yCTaHOBNEeHUS MeAULMHCKOro AMarHo3a M okasaHus MeAuLUMHCKUX YCIyr Nnpu yCnoBuu,
uTOo

nx obpaboTka ocyLiecTBaseTcs AMUoM, NpodeccMoHasibHO 3aHNMaLWMMCS MEeANLMHCKOM AeATEeNbHOCTbIO M 0683aHHbIM COXPaHATb
BpayebHylo TaHy. B npolecce okasaHusl YupexaeHnemM-onepaTtopoM MHe MeANLMHCKOM MOMOLUN s NPeaoCTaB/isito NpaBo ero

paboTHMKaM OCYLLECTBAATbL CNeAYoWNN NepeyeHb 4eNCTBUA C MOMMW NEPCOHabHbIMU AaHHbIMU:

— obpaboTtky (cbop, cuctemaTnsaumio, HakonaeHne, xpaHeHne, obHOBeHMe, N3MEHEHWE, UCMONb30BaHne, obesnnynsaHune,

6noKMpoBaHue, YHUUTOXEHNE) MOMX NEPCOHAaNbHbIX AAHHbIX HEABTOMaTM3MPOBaHHbIM CNOCO60M;

— 06paboTky MOMX MepcoHanbHbIX AaHHbIX MOCPEACTBOM BHECEHMS UX B INEKTPOHHYIO 6a3y AaHHbIX, BK/IIOYEHUS B CMUCKU
(peecTpbl) 1 oTYeTHbIe HOPMbI, NPefyCMOTPEHHbIE AOKYMEHTaMU, pernaMeHTUupywmnmMmm o6paboTky nepcoHanbHbIX AAHHbIX

YupexaeHnem-OnepaTopom;

— o0bMeH (NnpueM 1 nepegaya) MOMMU NEPCOHANbHLIMW AAHHBIMUW, COAEPXallMMN CBEAEHMUS, coCTaBsowWwmne BpayebHyto TarHy,
C AOMMKHOCTHBIMKU TMLAMK YupexaeHus-onepaTtopa, a uMeHHo: AO «®epcT lNeHeTuke» (121205, r. Mockea, CKONKOBO

NHHOBaumoHHoro LeHTpa Tep., Bonbwon 6-p, Aom 42, cTtpoeHne 1, nomelwleHme 619), B MHTepecax Moero obcneaoBaHms


https://fg-onko.ru/
tel:88002016733

nc

FJGENETICS Onco

n ne4vyeHnsa, B TOM 4ncne, C BO3MOXHOCTbIO nepegayn ¢ UCnosib3oBaHMEM 6yMa)KHbIX M MALIWHHbIX HOCUTEsEN, B TOM 4ucine
No KaHanaM CBA3U C UCMOJ/Ib30BAHNEM TEXHUYECKUX U NPOrpaMMHbIX CPEACTB 3allnTbI VIHdJOpMaLI.VIVI, C AOCTYNOM TONIbKO ANA
OO/MKHOCTHBIX UL YupexaeHus-onepatopa, BKIOYEHHbIX B COOTBeTCTByIOLLI,Mﬁ MepeyeHb AOMKHOCTHbLIX KL, B TOM Yucne

nnuam, I'IpOd)eCCVIOHaJ'IbHO 3aHMMaLWKUMCS MEAULMHCKON AeATENbHOCTbIO N 06513aHHbIM COXpaHATb BpaqeﬁHyro Tal7IHy.

51 yBeaoMmneH, 4to obesnmyeHHas nHdopmauma n3 o6pasLoB TKaHEN U XMAKOCTEN MOEro opraHu3Ma MoxeT 6bITb MCNONb30BaHa

B Hay4HO-MeanunHcknx uenax n HUOKP.

CpOK XpaHeHUs MOMX NepCOHaNbHbIX AAaHHbIX YUpexaeHNeM-onepaTopoM COOTBETCTBYET CPOKY XpPaHEHUS NEePBUYHbIX MEANLMUHCKUX

OOKYMeHTOB (MeAMLMHCKOM KapTbl) U COCTaBnseT ABaaLaTb NATb neT.

I'Iepep,aqa MOUX NMePCOHaNIbHbIX AAHHbIX UHbIM NULUAM UK MHOE UX pa3rilalleHNe MOXET OCYyLECTBNIATbLCA TOJIbKO C MOEro

OOMOJSIHUTENBHOIrO MMCbMEHHOIO COrlacus.
HacTosee cornacme AaHo MHOM « » 20__ ropa v pencreyeTt 6eccpoyHo.

Ycnosuem npekpauieHns 06paboTkm nepcoHasnbHbIX AaHHbIX MO AaHHOMY Cornacuio saBnseTcs nonydeHue YupexaeHnem-OnepaTtopom

MOEro NMCbMEHHOro yeeaoMneHna 06 oT3biBe Cornacus Ha 06p360TKy MOUX NepPCOHaNIbHbIX AaHHbIX.

Hactosiwee Cornacme BCTyMnaeT B CUJTy CO AHA €ro noanncaHma mn ,ElEVICTByET B TedeHne HeonpeaeneHHoro Cpoka.

Moanucek cybbekTa NepcoHanbHbIX AAHHbIX /

PacwmndpoBka noanuncu
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