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OEJEPAJIBHOE 'OCYJAPCTBEHHOE BIOJKETHOE YUYPEXJEHUE
«HAYYHBIA IEHTP AKYIIEPCTBA, THHEKOJIOT WA U IEPUHATOJIOT UM
NMEHU AKAJEMUWKA B.1. KYJIAKOBA»
MUHUCTEPCTBA 3JIPABOOXPAHEHUS POCCUMCKON ®EJEPAILIUU

HNudopmupoBanHoe 100poBOJIbHOE COTJIaCHE
HA y4acTHe B HAYYHOM HMCCJIeJOBAHUU

Hacrosimee 1o6poBosibHOE HHPOPMHUPOBAHHOE COTJIACHE COCTaBICHO B COOTBETCTBHH ¢ DeepanbHBIM 3aKOHOM
Ne 323-®3 ot 21.11.2011 r. «O6 ocHOBax oXpaHbI 310pOBHs rpaxkaad B Poccuiickoit @eneparim.

ﬂ! 1

(®.1.0. maTepu Wik 3aKOHHOTO [PEACTABUTENS PEOCHKA)

3aperucTprupoOBaHHBIN(-ast) TI0 aIpecy:

TenedoH: , AIIPEC L. TTOYTHI:

- J]af0 CBOE HOOPOBOJIBHOE COTJIacHE Ha ydacTHEe MOEro peOeHKa B HaydHOM HCCIIe10BaHMN ", HanpaBJIeHHOM Ha
pacIIMpeHne 4uciia AUATHOCTHPYEMBIX TSDKENBIX HACIEACTBEHHBIX 3a00JICBaHMH W TOBBIMICHHE 3(G(EKTUBHOCTH PaHHEH
JMArHOCTUKH U TPO(IIAKTHKY HacIEACTBEHHBIX 3a00eBannii (nanee — «MccnenoBanue»), mpoBoguMoM Ha 6ase MucTHTYTA
pernponykruBHO# reHeTnkn PI'BY «HMULL AT'TI um. B.M. KymakoBa» MunznpaBa Poccun (manee — «LleHTp») B memmsx
COBEPILCHCTBOBAHMUS OKa3aHHsI METUIIMHCKOMN OMOILY ACTSM;

- mpounpopmupoBat(-a), 4to ais McciieqoBaHus HCMOMB3YETCs OCTATOYHBINA 06bEM MYMOBHHHOM KPOBHU, KOTOpast
ocraeTcs 1ocJje Jr0bIX POJIOB B OTIEICHHOH OT pebeHka yacTu nmynoBunsl; JJHK kineTok myrnoBHHHOM KpOBH aHAIM3UPYETCS
meTozoM NGS («Next-generation sequencing» - «BBICOKONPOU3BOAUTEIILHOEC CCKBEHUPOBAHKEY) JIS BBISBICHHUS TSDKEIBIX
HAaCJIEeJICTBEHHBIX 3a00JIEBaHN I, KOTOPBIE MIPOSIBISIOTCS B IETCKOM BO3pACTE;

- mpemynpexneH(-a), uto maHHOoe VcciemoBaHHE HE OTMEHSCT HEOOXOAWMOCTH MPOBEACHHS CTAHIAPTHOTO
HEOHATAJILHOTO CKPHHHHTA Ha HACJICICTBEHHBIE 3200JI€BaHN;

- TIpemynpexIaeH(-a), 9To OTPULATENBHBIA Pe3yNIbTaT He MOJKET IMTOJTHOCTHIO FapaHTUPOBATh OTCYTCTBUS 3a00JIeBaHU,
BXO/UIIIMX B CIIMCOK 3a00JIEBaHMUMN, HAJIMIHE KOTOPBIX ONpeaessieTcs B pamkax ViccinenoBanus,

- upouHdopmupoBaH(-a), YTO CO CIHCKOM TI'€HOB, KOTOpble OyOyT aHaIM3HpOBaThCs B paMKaxX JaHHOTO
HccenenoBanus, a Takxke ¢ JOMONHUTENHONH MH(pOpManuel o0 VcciaenoBaHn MOKHO O3HAKOMHUTHECS Ha caiite LleHTpa mo
anmpecy https://exome.ncagp.ru

- mpouHopMHEpOBaH(-a), YTO CMHUCOK HACICICTBEHHBIX 3a00JICBAHMIA, BBISBISIEMBIX B paMKax IPOBOJUMOIO
HccenenoBanusi, He BKIIIOYAET psiJ 3200J€BaHMil, KOTOpbIE HEJOCTATOYHO M3YUEHBI, HE MOTYT OBITh JIMArHOCTHPOBAHbBI H3-32
OIpaHUYCHUH IPUMEHSIEMOT0 METO/Ia IMArHOCTHKH, a TAKXKe 3a00JIeBaHs, KOTOPbIE POSIBILSIIOTCS TT0cie 18 nieT Ku3HH;

- mpemymnpexaeH(-a), 4To B psaze CIydaeB 00pasiisl OCTATOYHOHM TyTTOBHHHON KPOBH MOTYT OKAa3aThCsl HEIPUTOHBIMH
Juisi mpoBezieHHs1 McciienoBaHusl 1O HE3aBUCSAIIMM OT Bpaueil NpUYMHAM, TAaK)Ke O TOM, YTO IIPH HAJIMYUH MOETO
JIOTIOJTHATEIEHOTO JOOPOBOJILHOTO HH(OPMUPOBAHHOTO coriacusl, faHHoe McciieioBanne MoKeT ObITh TPOBEAEHO C 00pa3IoM
BCHO3HOW KPOBH PEOCHKa,

- wundopMupoBaH(-a) 0 TOM, 4TO y4acThe B MccrenoBaHuy ABISIETCS TOOPOBOJIBHBIM M OECIUIATHBIM, U Y MEHS €CTh
NpaBo B JIIOOOW MOMEHT OTKa3aThCsl OT MpoBeieHus VcciemoBaHus, M TaKOH OTKAa3 HUKAaK HE MOBIHUSET HA BO3MOXHOCTh
MOJTy4YeHHs] MEAUIIMHCKOM IOMOIIY B TIOJTHOM 00BbeMeE;

- O3HAaKOMIICH(-a) CO BCEMHM MYHKTaMH HACTOSIIErO JOKYMEHTa, TTOJIOKEHHsT KOTOPOTO MHE JETAIBHO Pa3bCHEHBI,
MOHSTHBI, ¥ IOOPOBOJILHO J]al0 CBOE COTJIacHe Ha TpoBeJeHue JaHHoro MccnenoBanus;

- paspelaro JiedamieMy Bpady Moero peGeHka aenartb (ororpaduu, BHIEO3aliCH, CBS3aHHBIC C BBIOJHEHHEM
MCCIIC/IOBAHMS, W HCIOJIB30BaTh MX JUIl MEAMIMHCKHX, HAay4YHBIX M 00pa3oBaTeNbHBIX IENeH, coOmozas NpH 3TOM
KOH(HJEHIIMATBHOCTD MH(POPMAILIUH U CYIIECTBYIOLINE HOPMBI 3THKHU U JIECOHTOJIOTHH;

- JIal0 CBOE COIJIaCHe Ha TO, YTO MeAMIMHCKas nHpopMalus B 00€3IMUeHHOM Bujie, 0e3 yKa3aHHs MOHMX U peOeHKa
MEPCOHANIBHBIX JaHHBIX, MOXKET OBITh HCIIOJIb30BaHa B HAY4HO-HCCIIEAOBATEIBCKUX M 00pa30BaTENbHBIX LIENSNX, BKIIOYAs
HaydJHBIE BRICTYIUICHUS ¥ MyOnuKaruu (mobas ardHas nH(popManus 3amuimeHa ¢eaepatbHeIM 3akoHOM oT 27 utons 2006 r.
N 152-®3 «O nepcoHabHBIX JaHHBIX));

- TpemymnpexaeH(-a), 9To B CTydae BBIABICHHS T€HETHUSCKUX HAPYIICHHH, COTpyaHUKH LleHTpa mponHbOpMHUpPYIOT
MeHs 00 3TOM 110 HOMepy Moero Teliedona, 3aMKCHPOBAHHOTO B JAHHOM HH()OPMUPOBAHHOM COIJIACHH, H ITPEUIOKAT NPOUTH

! HPHKIIaJHOE Hay4HOE HccnenoBanue «Pa3paboTka TEXHOIOTHU U METOAOIOINH (OPMUPOBAHUS KAPThl TEHETUYECKOTO 310POBbs HOBOPOXKICHHBIX U UX
HPUMEHEHHE I OLCHKU 4aCcTOT BCTPEUYAaCMOCTH I'eHETHUECKHX HapYIICHHI C HU3KOM/CpeIHeH IEHETPaHTHOCTBIO B POCCUHCKOMN HOIYIIAIMH 1
BBISIBJICHHS TEHETHYECKUX (HaKTOPOB, 00YCIABIMBAIONINX TAKETbIE MOHOTCHHBIE 3a00I€BaHMU)
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OecrmaTHyl0 MEIUKO-TEHETHUECKYl0 KOHCymbTammio B LleHTpe mif OOCYXKIeHHS TOTCHIHWAIBHOW BO3MOXKHOCTH
npO(UITAKTUKY U JICYCHUS 3200 ICBaHHS;

- TOpeAyNpexJeHa, YTO CPOKU BBINOIHCHHS aHAJM3a 3aBUCIT OT COCTOSHHS 3I0POBbsl peOCHKA, B MPHOPUTCTHOM
TOPSIITKE BBIMOHSIETCS UCCIICIOBAHKUE 00Pa3IiOB KPOBH HOBOPOXKICHHBIX C KIIMHIMYCCKAMHE POSIBICHUSIMHE 3a00JICBaHUIA;

- J1afo CBOE COTJIACHE Ha TO, 9TO COTPYIHUKH L[eHTpa MOTYT CcBS3aThCs CO MHOIT IO BOTIPOCaM, KaCarOIUMCS YIaCTHs
B MccnenoBanuu;

- JIaf0 CBOE COTJIacHe Ha XpaHCHWE OMOJIOTMYEeCKOro MaTrepuana B OmobOaHke LleHTpa m MCHONB30BaHWE €T0O VIS
BBITIOJTHEHIS APYTUX HAYYHBIX U KITMHAIECKIX HCCIICTOBAHHM.

Mkeue 6bl1a npeaocTaBjicHa BO3MOKHOCTL 3a1aTh O0BIE HUHTCPCCYIOIHNEC MCHS BOIIPOCHI O MTOJIB3€ U JUATHOCTUICCKUX
OIr'paHUYCHUAX IPOBOJUMOTO I/ICCJ’IC}IOB&HI/IS[, 1 Bpay Jajl HOHATHBIC MHE NCUCPIIBIBAIOIIIUE OTBCTHI B ,HOCTyHHOﬁ (bopMe.

« » 202 rona.

Iloamucey nanueHTa

(3aKOHHOTO TPEICTABUTENSI PeOEHKA) / /
(moxmucek) (®HO)

INoamucs cotpynHuKa
OI'bY «HMUILL ATTI um. B.U. Kynakosa»

Munzapasa Poccun / /
(moxmuce) (®UO)




