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HekoMMmepueckan opraHv3auuMa BnaroTeopuTtencHselili ®oHg «BEPEFMHA», MeHyeMblii B
AancHedweM «PoHA», B nuue aupekTopa lNonyGaeeoid TateaHel CepreeBHbl, AeWCTBYOWEH Ha
OCHOBAHWKW YCTaea, c 0AHOW CTOPOHBI,

W _fupelroba  hhges  puehecwa .
g < =
nata powpeHws _ /4 . 05 S5 ;, CBUAETENLCTBO O POXAEHWM MNKM NAcnopT (HyxHoe

C ApYroi CTOPOHLI, BMEecTe MMeHyeMble CTOPOHbLI, 3aKNKYWNKM HacToAWMA doroeop (fanee -
«[loroBop») 0 HUXKeCneaylouleM:

1. NMpeamer Jorosopa
1.1 Mo HacroaweMy [Jorosopy @oHA B UENAX OKA3aHMA MaTtepuanbHoW W MHOR noMowm
npeaocraenaetr Bnarononydateno BGNAroTBOPMTENLHYKD NOMOLWE B paMiKax YTBEpMAeHHON
MNporpaMmel nomoww OoHga B diopMe onnatel MeaUMKaMeHTOB, PacXoAHbIX MaTepuanos,
nabopaTopHeIX WCCNefoBaHWMid, MeawuuHckoro obopygoBaHua, a Takwe nwbbix  Apyrux
pacxoaoB, HeoBXDAMMEIX ANA OKA33HWUA KAYECTBEHHBIX MefMUMHCKUX YCnyr,
1.2, Mog BnaroTeEopUTENEHOH NOMOLLD B UEnAX HacTosWwero 4orosopa NoHWMMaeTca Lenesoe
nocrtynneduve 8 Buge GNaroTBOPMTENLHOMO MOMepTBOBaHWS cornacHo n.n. 8.2, cr. 217
Hanoroeoro Koaekca Poccuiickoil @efepauun.
1.3. PaaMep 6naroTBOpUTENEHON NOMOLWKM NO HacToAweMy Joroeopy He MOXeT NpeebllaTh
CYMMY, YKa3aHHYI0 B NpefocTaBieHHbIX CYeTax oT MEAUUWHCKNX YUYPeXAEHMIT, NOCTaBIMKOB
MeAUUWMHCKOrD 0B0pyYAOBaHWUA W/MNK MHBIX yupexOeHni

2. 06A3aHHOCTHU CTOPOH
2.1. ®oHpg obA3zaH:
- opraHv3oBaTe cBop cpeacTB ANA Hywaawuweroca peBedka B NMoMoWM NyTeM pasMelleHwus
WHpopMauMd o Hem Ha odmuwancHoM caidTe Qodga hitps://fondbereginya.ru/, couManbHbIX
CeTAX, @ TaKkke MHQopPMaUWoHHBIX pecypcax;
= MPMHAMaTe Ha pacyeTHbld cuyeT @oHAa, a TaKWke 4Yepe3 WHbIE NNaTexHble CUCTEMBI
EnaroTBopMTENbHbIE MNOKEPTEOBAHMA OT QMUIMYECKMX W HWPWOWMYECKMX NMU AnA OKasaHuA
noMoww BnarononyyaTento;
- nocne cbopa HeoBXooMMOW ANA OKa3aHWs NOMOLLKM CYMMbl NepeyucnTh AeHeXHble CpeACTBa
Ha nNWYHLIA cyeT Bnarononydatens wnv ero oduUManeHOro npeacrtasvTena WAW NOCTaBLMKY
MEAWLUWHCKWX TOBApPOB W YCAYT;
-  0Ka3aTb NOMOWb WHLIMKW METoAaMK W cnocobamK, KoTopbiMK 3TOoro TpebyeT cnydYai B paMKax
CBOWX MNONHOMOYMIA, YcTasa, M nporpamMm,
- Aana  ocywectenedna addekTMBHOro coTtpyoHudectea Mexay CTOpoHaMM  Ha3Ha4vYWiTh
OTBETCTBEHHOro COTpyAHWKa choHaa; i
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- NpeAocTaBuTL BharononyYaTento oTYeT O XO4e OKazaHus noMolwu, bMHaHCOBLIX NoKasaTensax, .
NPOBEAEHHbIX MEPONPUATUAX W APYTUX AelCTBUAX, KOTOpLIE CBA3AHbLI C BLINOAHEHWEM AAHHOrD \_
Ooroeopa. \'\

-

|

2.2. Bnarononyyartens o6a3aH:

~ MNpeAocTaenTb B QOHA AOKYMEHTbI, yKasaHHble B MpunoxeHun 1 Kk HacToswemy AOroBopy, a
TaK¥e MHble JOKYMeHTbl no TpebosaHuio ®oHaa;

- KaMAylo 3anBKY Ha noOMOWb, a Takke AOMONHEHWA M W3MEHEHMA B 3adBKY O(OPMAATH
MUCBMEHHLIM 3anBneHWeM Ha umA QoHpa no dopMe, ykasaHHoi B [Mpunomenun Ne 2 k
HacToAwemy Jdorosopy;

~  yBefomuTb @oHA 0b obpalleHud 3a NOMOWbLID B APYrMe HeKoMMepuyeckue W KOMMepYyecKue

OpraHusauuvu, B T.4. B CcpeacTtea maccoeol, MHdopmauuu u dopymel. B cAyyae noayyeHus
GUHaHCOBOMH NOMOLIKM HE (PMHaHCHpOBaHME Lenel, vkasaHHbix 8 m.1.1. 13 TOETEMX MCTOYHMKOSR,
OMHTE M DoH, Hue 3 {7 OYMHX h

- B cCciydyae nepeddcnedwa @oHAoM GNaroTBOPUTENLHOW MOMOWM Ha JMYHBIE CcyeTa
Bnaronony4yatens wnan ero oduuManbHLIX npeacTaBuTenei, npefocTaBuTe QOHAY OpPMrUHaN.
AOKYMEHTOB, NOATBEPHAAIOWWX ONNATY PacXoAos, YKasaHHbix 8 n.1,1;

- B cnydae HacTynneHua oBCTOATENLCTE, NPEnATCTEY OWMWX MCNONL30BAHKUIO
bnaroTBOpMTENLHOM NOMOWM MO Ha3HaAYEeHMIO, onpedeneHHoMy B MNpunoXxeHun 2, yBegoMWTb
@OHA O HACTYNNEeHUW Takux oBCTOATENLCTB B TeYeHwe 5 (naTu) KaneHJapHslx AHEH W BEPHYTH
AeHeXHble cpeacTea B PoHA B TeyeHUe 5 (NATH) KaneHaapHeIx OHe:;

- B Cnyvae Hewcnonb3oBaHWA Bnarononyyatenem nony4eHHoi ot ®oHaa 6naroTBopuTENnLHOI
noMmowm, B Teyehue 1 (0AHOro) MecsUa C MOMEHTa ee nony4YeHus, OCYWeECTBUTL BO3BpaT
AcHEXHbIX cpeacTe B MoHA B TeyeHWe 5 (NATW) KaneHAapHeIX OHeil ¢ MoMeHTa HacCTYnneHus
CpOKa Bo3BpaTa;

- B cnyyae po3ppaTta 6NaroTBOPMTENbHOW NOMOWM (B MNONHOM OBGBLEME WAW 4acTtu), He
MCNONb30BaHHOW nevyebHbIMM  YUpeXASHUAMU/KNMHUKAMKU (BHE 33BMCMMOCTW OT NPUYKH
BO3BpaTa) Ha cyeTta BnarononyyaTtens, BEPHYTh BCE NONy4YeHHOEe Ha cuyeT MOHAa B TeyeHue 3
(Tpex) paboumx aHEl C OAHOBPEMEHHbIM NpenocTaBneHHEM DoOHAY OPUTMHANOB AOKYMEHTOB M3
Ne4yebHbIX yYpemaeHWd/KNWHUK, NoaTEep#AaloWMX hakT U paszMep Bo3BpaTa;

- MNpepoctaeuTe @oHAy npaBo: WCNONbL30BaTh AaHHele Bnarononyuatens, ayauo, doto w
BuAeoMaTepWanoB B oT4eTax, a Takke NybNMKOBaTL MX, (WKCUPOBATL BCTPEYM Ha HOCHTENAX
ayavo, ¢oto v BUAeo MHGOPMaUWMM M NyGNMKOBaTe MX B CMW (B ToM uucne B WHTepHeTe).
MNpenoctaenate obuwecrseHHocTH  MHdopmauuo, oTo, ayouo  » BuieoMmartepuans o
Bnaronony4atene Ha TeMbl, CBA3aHHbIE C Uenbio [orosopa 6e3 AONONHWUTENLHOMD COMNACOBAHMS
c Bnarononydatenem;

— Aatb ceoe cornacue (Mpunoxenue N23) Ha obpaboTky (c6op, cucTemaTusaumio, HakonneHue,
XpaHeHue, yToyHeHue (06HOBNEHME, W3IMeHeHME), WCNONL30BaHMeE, pacnpocTpaHeHue,
nepeanadvy, obesnuyueaHuwe, GNokKuposaHue M YHUUTOMEHWE) CBOMX NEpCOHaNbHbIX AaHHLIX, B
TOM HucCne C UCnonb3oBaHMeM CPeACTB aBTOMAaTH3aUMKW unu 6e3 TakoBbiX, NYTEM MNOANWUCAHWA
Cornacusa Ha o6pa6oTKy NepcoHanbHbIX AaHHbIX;

= AnA MHdopMupoBaHuA OBLIECTBEHHOCTK (KepTBoBaTeneil, CMNOHCOPOB, BOAOHTEPOB W T.4.) O
XOA€ AOCTMXEHWA Lenu Hactoswero [loroBopa perynapHo, He nosgHee 3 (Tpex) kaneHJapHbix
AHEW C MOMEHTAa HacTYNNEHWA COOTBETCTBYIOWEro CoGbITUA NpefocTaBAATE  OTYeTh
(vHdpopmaumnio, aokymeHTsl, ¢GOTO W/MAKM BUaeo MaTtepuansl) o6 M3IMEHEeHWUAX B COCTOAHMM
3A0poBbA  Bnarononyuatens, O MNPOBEAEHHOM MEAMLMHCKOM feYeHuH, peabunuTaLuoHHbIX
kKypcax w T.A. Ecnu y Bnarononyuyatena, HeT TEXHMYECKOW BO3MONHOCTM 3TO CAENaTh,
HeobxoaAWMo cBoeBpeMeHHo MHGOPMUpPoBaTL 06 3ToM DoHA,.

3. Npaesa CropoH
31, Npaea ®oxpa:
- OTKa3aTb B OKasaHuW OnaroTBOpPUTENbHOA nomowMu Ao Havana cBopa cpeacts 6Ges
OBBLACHEHWA NPUYMH;
- B cChyyae Hapywenus BnarononyvateneMm csoux oba3aHHOCTER cuuTats [orosop
PacToprHyTeiM. CpeacTea, cobpaHHbie Ha MOMEHT BLIABNEHMA HapylWeHWil, He MepevyucnaTcs
Bnarononyyarenio W pacxoayiTca MOHAOM Ha UeNW, NponucaHHsie B YcTase donpa;

B Chny4yae HeBO3IMOXHOCTW WCNONL30BATL CPeACTBa NO HA3HAYEHWIO, ONpefeneHHoMY B
MpunoxeHun 2 (0TKas OT NEYEHUA CO CTOPOHBI Bnarononyuyatens WNW ero 3aKoHHbIX
npeacTasuTeneid, OTKa3 KAWHWKKW, cMepTe Bnarononydatens u npoyee), WCNONLIOBATE
npuBneYeHHsle CpeACTBa Ha UenW, nponucaHHble B Yctase doHga;



~ YMeHbWWTL pasMep 6NaroTBOPWTENBHOW MOMOLWM, ONpeaeneHHslid B m. 1.3.,, B chydae
nonyyeHwa bnaronony4yaTeneM MW €ro 3aKOHHbIMW NPEACTABMTENAMM (DMHAHCUPOBAHWA W3
TPETEMX MCTOMHUKOB:

- B aKuMax AnA nNpUBNEYeHWA NOXepTBOoBaHWI 623 OONONAHWTENLHOrD COrMNacoBaHWME ©
BnarononyyareneM MCnonb3oBaTe MHGOPMALUUIO, CBA3AHHYIO C UeNbI0 HacToswero [lorosopa w
Bnaronony4atenem, Ana MHMOPMUPOBaHMA OBWECTBEHHOCTH, YTOBbI 06ECneunTs aKTMBMIaLMIO
NpuUBnNeYyeHna NoXepTeoBaHUA.

3.2. MNpasa Bnarononyuarens:
= OTKa3aTbCa OT nonyyeHws GnaroTBOPWTENLHOW NOMOLWM € NpefocTaBNeHWEM MUCBEMEHHOro
3aABNEHHA;
— XoAaTaWcTBOBaTh nepesg  ®oHAOM 06  M3MEHEHWM  HA3HAYeHMs  MCNONbIOBAHMWS
BnaroTBOpUTENLHON NOMOWM, YKasaHHoro B [IpUAOKeHUn 2 (Ha OCHOBaHMM MeauLMHCKWX
fOKYMEHTOB, NpeAcTaBneHHblx DoHay).
4. Cpok geicTeua [Jorosopa

4.1. HacrtoswmiA [oroBop BCTYNaeT B CWIy C MOMEHTa €ro NOANWCaHUA M AeicTeyeT B

TeYeHMe OfHOro roga.
4.2. Ecnv no McTe4eHWW AAHHOrO CPoKa HM 0[HAa M3 CTOPOH He WM3BECTMT Apyryio CTOpoHy ©
CBOEM HaMepeHWW pacToprHyTb [OroBop B NUCbMEHHOM BMAe 33 1 (0AWH) MecAl 40 OKOHYaHWA
Cpoka ero AeWcTeuA, [JOroBOp CYMTAETCA NPOANEHHbIM HA TeX e YCNOBMAX M Ha TOT ke cpok. B
AaneHelWweM ero NponoHrauus 6yAeT NPOXOAWTL B TAKOM He NopsiaKe.

5. OCHOBaHWA ANA AOCPOYHOrO PacToOpXKeHWs Aorosopa
5.1, CTopoHbl MOTYT AOCPO4HO PacTOPrHyTh HacToAWMi [orosop:
— no oboaHOMY COrnacuio CTOPOH;
- B OAHOCTOpOHHeM nopsaake npu HecobniofeHuM oAHOW M3 CTOPOH BbIWENepeYUCNeHHbIX
obAzaTenwcTs.

6. OTBETCTBEHHOCTbL CTOPOH
6.1. CTOpPOHbI HecyT OTBETCTBEHHOCTE MO HacToAweMy J[loroBopy B COOTBETCTBMM C
OEACTBYIOWWM 33KOHOAATENLCTBOM, .
6.2. [loroBop coctaeneH B ABYX 3JK3EMNNAPax, MMElOLWMX PaBHYH HOPUAWYECKYD CHAY, NO
OAHOMY ONA M3 CTOPOH.

7. Appeca ¥ peKBH3WUThLI CTOPOH

HexkoMmmepueckan opraHvsauma Bnaronony4yarens (3aKOHHbIK
BnaroreopuTtenbHbii thoHp «BepervHa» npeacTaBuTenNb)

DHO, pata pomasHWs
WHH 5903093774

KNN 590301001 I&f&dfﬂ%& &‘&Fpﬁ‘f{?ffﬁr
Anpec HaxoxaeHma: 614095, r. MNepmMs, ﬁﬁfﬁ}{g'{(éf’éﬁi r.p.

yn. Mupa, aA.41, ctpoeHue B, oduc 6

EaHKOBCKME pEKBHIUTLI:

MAO Bonro-BaTtckuii «CBepBank Poccuus

r. Nepme BUK - 042202603 !
Kop.cyet: 30101810900000000603

Pacy/cuer: 40703810649770000700

Ten.8-982-450-60-70
an.nouta: fondbereginya@gmail.com
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CToMMOCTb AaHHOW NpoLeaypbl COCTaBNseT:

Moe MaTepuansHoe NONoOXeHWe He NO3BONAET MHE ONNaTUTb AdHHbie pacxofibl.
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MpoLwy oka3aTb MHe 6NaroTBOPUTENLHYIO NOMOLLL B BUAE ONNaThl cueta (6MNeToB, YeKOB W ApYruX

NOATBEPXKAAIOLMX LOKYMEHTOB)
baHKoBCKUE PEKBU3UTBI:

HacToswumM noateepxaaio, 4To

1. MpenocTaBneHHble MHOM B Ka4ecTBE NPUNOXKEHWH K HaCTOAWEMY 3asBNEHWIO AOKYMEHTHI
cofiepaT AOCTOBEPHYIO MH(opMaLMIo.

2. B cnyyae npuHATUA NONOXKWTENLHOMO PELEHUA O NPEAOCTaBNEHWM MaTepWansHOW NOMOLLM Ha
neyeHve u peabunuTaumio Moero pebeHka Aal paspelleHne Ha Mcnonb3oBaHWe M Nybnukauuio
(6e3 orpaHM4yeHWs MO KONMYECTBY MOBTOPOB WM CPOKaM WCNONL30BaHWA W pasMelleHws
nybnukaumin) GoToMaTepuanoe M MHbIX MaTepuanoe © moeM pebeHke, B TOM ducne
NOATBEMKAAIOWMX COCTOSIHWME €ro 3[40poBbs WM NpoxowaeHue peGeHKoM nedveHus, Kak
BnaroTeopuTentHbIM (hoHAOM «BepervHa», TaK U TPETBUMIA NULIAMM.

3. Mpu HeoBxoauMocTK roToe(a) NPUHUMAaTL YYacTWe B MeponpusiTUSX, HanpaeneHHbIX Ha cbop
NOXEepTBOBaHMI Ha nedyeHue pebeHka W peabunutaumio, nmbo NPOBOAMMBIX B LIENSX
NOATBEPXAEHWA WMHDOPMaUWK O NPOXOMAEHWM neveHws pebeHkoM, Yepes nonroaa M rog nocne
OKa3aHusa nomollw rotos(a) cooblmTs 0 cOCTOAHWK pebeHka u BuicnaTtk (oTo pebeHka.

CBoeil NoANWChio, A MOATBEPHAAID, YTO He BEAETCH CaMoCToATENbHbIX c60poB Ha Moero pebeHka v
ero nNoTpe6HOCTU B CETH MHTEPHET W APYruxX UCTOYHWKAX (CpeacTBa MaccoBOi MHGOPMaLMK, ALIMKK
no c6opy NOXepTBOBaHUIA U ApYroe), a Takke He cobuparo cpeacTsa Ha NMYHbIE KapTbl.

« '/‘?'. w O R 2{]2""'1’ r. ;ﬁ’{’/ / (4 é'acﬁpﬁ(%d L"/f/d- !
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10.06.2024, 10:57 MeyarHar dopma

MNauwent: KWPEAHOBA JAPEA AHOPEEEHA Lata v spema nocewedwa: 10.06.2024 10:46
[Lara poxgenws: 15.05.2015 (9 neT) MQ: NEPMb KOKE (Hoeas)

Anpec NpowMBaHKMA: Mpodwne: reHeTHRE

HKanobel

CHWKEH CNYX OBYCTOOHHE., :

AHaMHeE3 KN3HK

Ot 2 ponoe, Ha doHe OATA, yrpoael. Poasl B cpok. Macca npu poxaeHiu 3540 rp., 52 em.
CemehHslid aHamHes: Blo,

HIMP no sospacty.

Cypaonor: 2x CTOPOHHARA TYIOYXOCTh 2 CT.

AHamHes zaboneBaHuA
C powaeHus HabniogaeTcs ¥ Cypaonora No CHNKEHWKD Cnyxa.

OBLekTUBHEIH cTaTyC

Kowa yncTas, MW3InonorM4eckon okpacky, AederTos NMrMeHTaunuy HeT. CnunancToie EHE,D,HD-PDSDBHE. BRaxHbie.

Obixanve Yepes Hoc ceobogHoe. MpyaHan knetka npaenneHoR dopmel, Bes eanMex aedopmauni. ObGnacTi
CYCTABOB He WameHeHbl. MblleYHbii ToHyc dhnanonorudeckiid. Kueot mMarkwi, GeaboneadedHeld. MNeYeHs No Kpato
pebepHoit gyrn. CTyn, Avypes B Hopme. Crneuntbr4eckoro 3anaxa or Tena Het.

Awarnoa ocHOBHOW (pacwu1gpoBka)
- TyroyxcoTs 2x CTOPOHHRARA 2CT.

PekomeHOaUuWM, HasHa4eHWA

= néH&nb "HacneacTeeHHanA TYroyxocTe"(Ges keoT. JanHan guarHocTHKa He BXOAMT B NporpamMmmy rocrapanTtui. darsl
KOOPAWHATEI BNaroTBOpPUTENEHBIX OPraHUaaLWi).

- HaGnmiogeHwe cypOonora.

- MoBTOpHO Kk rEHETUKY C PEaynsTaToM.

MpoeegeHa Gecana o HealxonuwMex oBcnenoBaHKaAX (MCCNEdoBaHKAY) NELUMENTS W efo POOCTREHHWEDE, B ToM YWChe o 1Y Lenu,
HHBODMATUBHOCTH, BEPOATHOCTH NOMY-EHUA NPEEMNEHOM PE3yNLTATE M BOIMONHEE NocnancTeWAX. MTauWeHTy Akl OTEETE! HA HHTEDECYIOWWE

BONPOCH!.
C nnaHom ofcnenosaHun (MCCneqosaqvi} CaHaromMnan(a), cornaceH{Ha), MMEN|a) BOIMOMHOCTE 3A0aTE HHTEPECYIOWNE MEHR BONPOCEL.

https:ifeisz. parmkral.nu ?oc=EvnXmiGE &m=prntEvnXmi 111



BHUMAHUE! UameHunuce pekBu3nTbl Ansa onnarbl cyeral

Punuan "Kopnopartuedeid” NMAD "CoekomBank” I MOCKBA BWMK  |044525360

Cy. Ne |30101810445250000360
BaHk nomydaTtens
WHH 7701758381 |I{I'II'1 770101001 Cy. MNe [40702810412010250523

OfwecTso ¢ OrpaHUYEHHON OTBETCTBEHHOCTEI "TeHomen”

Mony4atent

CuyeT Ha onnaty Ne 2201 ot 14 nwouna 2024 r.

Moctaewmk  OBuwecTBo © orpaHW4eHHOW oTBeTcTBEeHHOCTLHD "MeHomen”, MHH 7701759381, KNN
{(McnonHuTens] 770101001, 105005, Mockea r, Baymanckan yn, gom Ne 50/12, ctpoenue 1, Ten.: 8 (495)
660-83-44

MNokynatens B® "Beperuus”, MHH 5903093774, KMNM 590501001, 614095, Nepmckuia kpan, ropog
{3akazum): Mepmb, yn. Mupa, g. 41, ctpoenue B,ocuc 6

OcHoeanwe: OcHOBHOW OOroBOpP

Ne | Aprukyn ToBa phbl {paﬁo‘rhl, ycnyru) Kon-so | En. Lena Eymma
1 Manens "HacnegcTeerHan TyroyxocTs". KupeaHoaa 1 fwr 35 800,00 35 B0O.0O
Napsa Axapeesda, 15.05.2015 rp.
Hroro: 35 800,00
Bez vanora (HOC) -
Bcero k onnare: 35 800,00

Bcero HawmeHoeaHwia 1, Ha cymmy 35 800,00 pyG.
TprauaTe NATE ThICAY BOCEMbCOT pyGnei 00 koneek

Onnara 0aHHOMo CYeTa 03HavaseT cornacue o YCNOBHMAMM NOCTABKW TOBaDA.
YeenomneHwe ob onnare obAIATENLHO, B MNPOTHBHOM CRYYae He rapaHTHPYETCA HanuyWe ToBapa Ha Cknage.

Tosap aTnyckaeTca no akty npuxona feder Ha p/c MoCTaBLWMKE, CAMOBLIBOIOM, NPY HANKYMA JOBEPEHHOCTH 1
nacnopra.

. 5
Pyrkoeogurens ”'/7/ Wypaenes . B. ByxranTtep /7K_/ Wypaenes [. B.
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3AKNHOYEHME
no pesynstartam uccnegoeadua JHK metogom HAMHUYECHOrO CEHBEHUPOBaHKUA
Homep porosopa: 141713 [ata sabopa matepwana: 19.08.2024 r.
NauuenT: KMpbaHoea Japea AHgpeesHa Jata noctynneHua matepuwana 8 nabopatopuio:
Oata poxgeHua: 15.05.2015 NMon: HeHcKWiA 18.08.2024 09:29
Bupg 6Momarepuana: Kpoeb EDTA Jata roToBHOCTH Hccnegoeanma: 09.10.2024 r.

Bupg uccneposanma: 523 MNanens "HacheacteeHHan TyroyxocTe"
HanpasuTenbHbli gMarHos: [IBycTOpoHHAA TyroyxocTs || cTenexu.

PE3YNBLTATBI MCCNEAOBAHUA

BapwaHTel, koTOpble MOryT DObITb BEPOATHOW NpuyMHoW 3aboneBaHMA NPUOPUTUIMPOBaHLI NO
nponpueTapHomMmy anropuTmy C  y4eTom pekomeHgaumid ACMG, Hanumuuio 8 Baszax  daHHbIX,
NONYAALMOHHBIX Y4acTOT M APYIMX KPUTEPHEB.

Ha ocHoBaHMK npoBegeHHOM nNpUOpWMTM3auMKM KW deHoTMNa nauWeHTa, OMWCAaHHOro B
NnpeacTaBneHHblX AOKYMEHTaX BAapWaHTbl CrPYNNWpPOBaHbl NO CTeneHW BEepPOATHOCTM MX NAaTOreHHOCTH
4NA NauneHTa. B rpynnax BapwaHTbl PacnonoMKeHbl B NOPALKE CHUMEHWA NPUOPMTETHOCTH.

BapwaHTel, He MMewWwmMe NPW3HAKOB NATOreHHOCTM, AMO0 WMEelLMe HeKOoTOpble NPU3HaKK
NaToOreHHOCTH, HO, HECOOTBETCTBYHLWME (GEHOTMNY, ONWUCAHHOMY B COMPOBOAMTENLHLIX OOKYMEHTaX,
MoryT BbiTe He BHAKOYEHL! B 3aHN04EHKe.

NoagpobHo c onMcaHWem MCCNeaoBaHKA MOMHO 03HAKOMMTLCA B NPUNOHEHMM K 3aKNH0YEHWIO.

BHAMAHWE! BapwaHTel, obHapy#eHHble B pesynbTaTe WCCNeAOBaHWA, He ABNAKTCA
YCTAHOBNEHHLIM AMAarHosom, a MoryT ObiTb MCNONL30BaHbl B COBOKYNHOCTM € A3HHbBIMM  APYrKX
NabopaTopHBIX M MHCTPYMEHTaNbHbLIX METOL0B TONBKO BPa4OM reHeTHKOM.

Ona yTouHeHMA 3HaYMMOCTH 0BHapyHeHHbIX BapMaHTOB, B TOM YMCAe C Yy4eToM KAMHWYEeCKOoM

KapTMHbI NauueHTa Heobxoguma uoHcynkgfauﬁﬂgpaﬂa-rmﬁmua.
Bl b S

B

09.10.2024 r.

Bpa4y-reHeTHK HaHwvHa MapeaHa MapbAHOBHa
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Bapuant (hg38) SUEOTEQ Tpanckpunr Z, < AK zamena

CT'b

":l]l{!-HilhTH HNATOrCHHOCTH H KOMMEHTAPHHA

Cunjpon

1. BapuanThl, ABas10mBecs Hando/iee BepoATHOH NPHYUHHOH 3a001eBaHHA

PencpanTHLIX BAPHAHTOR HE ODHAPYHCHO

2 BﬂpHﬂIITI:I, HMEIIHE 0HH HIH HECKONBKO 3JHATHMBIX NPHIHAKOE NATOMeHHOCTH

PencpanTHLIX BAPHAHTOR He ODHAPYHCHO

3. Bﬂpl[ﬂll’l'l:l C HEH3BECTHBIM RKIHHHYECKHM 3HAYCHHEM

lerepos ENST0O00003

chrl3:20189546AC=A o |GyRe i

¢.35delG p.Glyl2ts 249

Hpusnaku namozennocmu sapuanma:
Hpusodum k& cosuaY PAMKN CHURTREAH
Bausmun sapuanma na gymxyo 2ena
Kracoughurayus ACMG: Pathogenic.
Fracougpurayus CLINVAR: Pathogenic | - 84).

3ﬂ'ﬁ-ﬂﬂfﬂ‘ﬂ'ﬂuﬂ, QCCONNPOGAHHBE © SEHOMS

Bart-Pumphrey syndrome (149200), AD

Deafness, autosomal dominant 3A (601544), AD
Deafness, autosomal recessive 1A (220290), AR, DD
Hystrix-like ichthyosis with deafness (602340), AD

K eratitis-ichthyosis-deafness syndrome (148210), AD
Keratoderma, palmoplantar, with deafness (148350), AD
Vohwinkel syndrome (124500), AD

Pekomenyercs  conoctagieHue eHOTHOA DauMeHta ¢ eHoTHnon  3aloicBaHHi  ACCOLUMMPOBAHHLIX C ICHOM M
ofcne10Banne poapTenei il YCTAHOBICHHUA HPOHEXO#ICHUA BapHAHTA (de NOVO HACTIC Y eMBLIL).

Hang ayrocomuo-peucceusroro (AR) sabonesanus, oDHAPYHCHHBIT BAPHAHT HE MOEKCT PACCMATPHMBATECH B KAUCCTHC
npuuiHE! 3adolcBaHng Des HANHYHA NATONCHHOND CTPYKTYPHOIO BAPHAHTA B APYIOM aiieie.

CnHcoK renos BXOJHIIHX B HCCIEJ0BAHHE
523 Ilanens "HacneacTeeHAas TYTOYXOCTE"

ABHD1Z2, ABHD5, ACTB, ACTG1, ADCY1, ADGRV1, AIFM1, ALMS1, AMMECR]1, ANKH, ARSB, ATP2BZ,
ATPEV1B1, ATPEV1BZ, BCS1L, BSND, BTD, CABP2, CACNALD, CCDC103, CCDC114, CCDC39, CCDCA40,
CCDC50, CD151, CD164, CDC14A, CDC42, CDH23, CDKN1C, CEACAM16G, CEPY8, CHDY, CHSY1, CIBZ,
CIsD2, CLDN14, CLIC5, CLPP, CLRN1, COCH, COL11Al, COL11A2, COL2A1, COL4A3, COL4A4, COL4AS,
COL4AB, COL9AL, COL9A2, COLSA3, CRYM, DCAF17, DCDCZ, DIABLO, DIAPHL, DIAPH3, DLX5, DNAAF],
DMAAFZ, DNAAF3, DNAAF5, DNAHL11, DNAH5, DNAIL, DNAIZ, DNAL1, DNMT1, DSPP, EDN3, EDNRE,
ELMOD3, EPS8, EP58L2, ERCC2, ERCC3, ESPN, ESRRB, EYAL, EYA4, FDXR, FGF3, FGFR3, FOXC1, FOXII,
FXN, GATA3, GIPC3, GJ AL, G)BL, G) B2, G) B3, G] B4, G] B6, GP5M2, GRHLZ2, GRXCR1, GRXCR2, GS5DME,
HARS, HARS2, HGF, HOMERZ2, HOXB1, HSD17B4, HYDIN, ILDR1, | AG1, KARS, KCNE1, KCNJ 10, KCNQI,
KCNQ4, KIT, KITLG, LARS2, LHFPL5, LHX3, LOXHDL, LRP2, LRRCE, LRTOMT, MAN2ZB1, MANBA, MARVELD2Z,
MASP1, MCM2, MET, MGP, MIR96G, MITF, MSRB3, MTAP, MYH14, MYH9, MYO15A, MYO3A, MYO6, MYQOTA,
MARSZ, NDP, NDRG1, NEFL, NF2, NLRP3, NMES, NR2F1, OPAl, OSBPLZ, OTOA, OTOF, OTOG, OTOGL,
P2RX2, PAX3, PCDHI15, PDZD7, PEX1, PEX26, PEX6, PITX2, PJVK, PMPZ2, PNPT1, POLR1C, POLRID,
POU3F4, POU4F3, PRPS1, PTPRQ, RDX, RIPOR2Z, RMND1, RPS6KA3, RSPH4A, RSPHY, 51PR2, SALLIL,
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SALL4, SEMA3E, SERPINB6G, 5IX1, 51X5 5LCI12A1, SLC17AB, 5LCI19A2, S5LC26A4, S5LC26A5, S5LCZ9A3,
SLC33A1, 5LC4A11, 5LC52A2, 5LC52A3, S5LITRKG, SMAD4, SMPX, SNAI2, 50X10, 50X2, SPATAS, 5PINKS,
STRC, 5UCLAZ, 5UCLG], SYNE4, TBC1D24, TCOF1, TECTA, TFAP2A, TIMMBA, TJ P2, TMC1, TMEM126A,
TMIE, TMPRS553, TNC, TPRN, TRIOBP, TRMU, TSPEAR, TYR, USHIC, USH1G, USH2A, VCAN, WBP2, WF51,

WHRN.
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HH®OPMAIHA Ob HCCIETOBAHHH

Ananua JHK npoBoOMTCA NO TEXHOMNOMMM CEKBEHWPOBAHWA HOBOMO NOKONEHWA METOOOM NApPHO-KOHLEBOMo
4TeHuA. [nA npoBonoaroToBKM MCNONL3yeTcA MeTOOMKa CenexTWMBHoro 3axeata ydacTtikoe [HK, oTHocAwmMxca K
KOOMPYHOWKMM 0BNacTAM MeHOB C W3BECTHLIM KNWHWYECKMM 3HAYeHWEeM (KNWHWHYECKWMIM 3K30M) WNKW rEeHOoE,
ACCOLUWMMPOBAHHEIX C rpynnoid 3aboneeanunil (NaHENW FEHOB) W ONWCAaHHLIX B Kypupyemol Baze gaHHex OMIM wnu
CNeUWanUaIMpoBaHHLIX KypupyeMblx Basax.

CpenHee NoOKpbLITHE LENEBLIX YHACTHOB CEKBEHMPOBAHWA B WCCNedyeMblx reHax cocTaenseT He mexee 70x. 3To
03HA4AET, 4TO KAWObIA MCCnedyemMeld y4acToOK reHoMa B cpegHemM aHanuaupyetca He meHee 70 pa3 Bo wabexaHwe
BNMAHWA TEXHWHECKUX OWWBOK YTEHWA HA pPE3yNbLTaTkl MccnefoeaHuA. TAKoe NOKPLITWE NO3BONAET OCYLLECTBNATL
OeTEKUWID BApPMaHTOB, B CPedHEM, He meHee yem B 98% ueneewX y4acTOB, BXOOAWMX B wccnegoeadwe. [AnA
CNOMHLIX Yy4acTKOE reHoma (Hanpwmep, GC-DoraTeix y4acTKOB) CpEOHEE MOKPLITHE MOMeT DbiTh HiKe. Y4acTiwW
reHomMa ¢ NOKPLITMEM, HE COOTBETCTBYHLWMM KDWTEDWAM OOCTOBEPHOCTH BCNEACTEME TEXHWHECKUX OrpaHn-eHwi
CHMEKBEHCA, B AaNbLHEALWA aHaNW3 He BKMIDYATCA.

MeTog no3sonseT BLIABMTL HAcneyewmble WM BHOBL BO3HWKWMe (de novo) BapWMaHTbl HYKNEeoTUOHOM
nocnegoeaTensHOCTH (OOHOHYKNEOTUAHLIE 3amMeHsl, Hebonbwwe wHcepuwy W geneuwk — go 10 n.o.), koTopuie
MOTYT ABNATLCA NPUYNUHONE reHeTrYeckoro aabonesaqus,

TexHW4ecKne OrpaHWHeHWA METOAa HEe NO3BONAKT EBLIABMNATE WHCEPUMWM W deneuww onuHol Bonee 10 n.o.,
MyTALWKM B WHTPOHHBLIX OBNACTAX (332 WCKMOMEHMEM HKAHOHWMECKWX CAATOB CNNANcUHra), Bapwauvy AnvHbl
NOBTOPOB (B TOM YMCNE 3KCNAHCWMW TPMNNETOB), 8 TAKKE MYyTALMW B reHax, Y KOTOpPLIX B rEHOME CyllecTByeT
Bnuakuil No nocnegoBaTensLHOCTH nNapanor (nceggored). MeTtog He npegHaszHaYed AnA onpegensHWa assl nap
reTEPO3MIOTHLIX MYTaUWA, 2 TAKKe ANA OUEHKW YPOBHA METWNWPOBAHWA WNW BhIABMEHWA MYyTAUWA B COCTOAHWMM
MO3aULM3MA.

B HekoTopbix chy4anx GUOMHDOPMaTUHECKWIA AHANW3 OaHHBIX NO3BONAET 3aNoO003IpPWThL HAMWHME CTPYKTYDHLIX
nepectpoex (MUKpOOEeneuwiA W mMukpogynnukauuit). OpHako 3TOT NOAXOL He FBNAETCA PEKOMEHAOBAHHLIM
METOOOM aHanW3a BapWauWid YMcna Konuid reHoB, W obHapyweHHble NepecTpoikt nognemaTt obR3aTensHoMY
NoOATBEQKOEHWD pediepeHCHBIM METOAOM (XPOMOCOMHBIA MMKDOMAaTPWHHBIA adHanua). Menkwe CTpyKTypHble
HAPYLWIEHWA, OOHOPOOWTENLCKWE JUCOMMN W MO3aWYHBIE BAPWAHTLI YMCNA KOMWHA reH0B METOA0M CEKEEHWPOBaHWUA
HE BLIABMAKOTCA; AONA  3T0M0  OomkeH ObiTb  WCMONbL30BAH  BanWOWPOBAHHLIA  METOL  XPOMOCOMHOMD
MMKPOMaTPWUYHOID aHanu3a. HeBbIABMEHWE CTPYKTYPHLIX BApWAHTOE MPW CEKEEHWPOBAHWM HE WCKIIOYAET WX
HAMWYWA Y MaLWEHTA.

O6paboTka AOaHHLIX CEKBEHWPOBAHWA NPOBOAMTCA € MWCNONL30BAHWEM ABTOMATW3WMPOBAHHOIO ANropuTMA,
BEMIOHAKILLEND BhIpABHWBAHWE NPOHMTEHWIA HAa pedepeHCcHYK nocneqoBaTenbHOCTL reHoma 4enoeeka (hglds),
NOCTNPOLECCHHT BbIPABHUBAHWA, BLIABMNEHWE BapWaHToB W dMNLTPAUMID BAPWMAHTOB NO KAYECTBY, a Takke
AHHOTAUMKD BLIABMNEHHLIX BAPWAHTOB NO KAHOHWYECKOMY TPAHCKDWNTY KEMKAOro reHa W MX NpUopuTEe3auW ©
y4eTom pexomedgauwin ACMG. BapuaHTel, He COOTBETCTBYHLME KPUTEPUMAM Ka4ecTea M3 JansHelwero aHanuaa
MCKITKIMATCH.

AETDMETHEHPDBEHHHH dnropUuTM NpUOPHUTEIVMRYET BapPWaHTBEl NO BEPOATHOCTH MX KNMHWHECKOrD 3HaYeHWA O6NA
O8HHOMD nauueHTa. D,EI,HEIHD, 370D HE D3Ha4YaeT, 94To kakoW-nubo na DﬁHEIp‘_.I'}I{EHHI:rIX EApPWaHTOB ABNAETCH I'IFIII-"I"II-"IHDI:"‘I
zabonesaHuA Y naunedHTa.

,ﬂﬂﬁ OUEeHEW 2ZHa4YMMOCTH BE3pUaHTa HEDﬁXD,EI,HMD conocTaeneHWe HEI:‘I,E,EHHI:IJ". BAPWAHTOB C KMMHWUYECKOW KEPTI-“IHDﬁ
nauneHTd, a B HEKOTOPBIX CNYYaAx ,EI.DHDHHI-“ITEJ'EbeIF‘I EHDHH{*}DPMETHHEEKH‘;I aHanMai.

Ecnu DEHEP'!,I"}KEHHI:-IF‘I BapHMaHT padHee }{JTEEEHEZ‘]HLI,HPOEI-EH KaK MATOreHHbLIA 3T0 He O3Ha4aeT, {YTDO OH MOXeT ObITh
NaToOreHHsIM WY ApYyroro nauwyeHTa.

OnsA OUSHKW KNMUHWYECKONW PENEBAHTHOCTW BLIABMNEHHLIX BAPWAHTOE NpW gankHeAwem adanuie Heobxogumo
ucnonszoeaTe Ba3zy pandeix OMIM, cneuwanwavpoeanHele Ba3el OaHHbIX N0 OTAENbHEIM 3aboneeaHuAM (Npu
HAMKWYKK) ¥ NUTEPATYPHLIE OAHHBIE

B npuopWTE3UMpOBAHHBIN CNWCOK BEMIOYEHBI OGHapyweHHble BapWaHTel B KOOWPYOLLMX 0O6NacTAX reHos,
obnaganwme cpeqHUM 1 BEICOKMM BIWAHWMEM Ha CWHTe3 Genka (MUCCEHC, HOHCEHC, COBMI PAMKW CHWTLIBAHWH), a
TAKKE BAPWAHTLI B CNNAWCWHIOBLIX y4acTkax reHoB. CUHOHWMWYHLIE BApWaHThLl (HE MPUMBOOALLME K 3aMEHE
aMWHOKWCNOT) W BApWaHTLl B WHTPOHHbIX OGMAcTAX reHOB, & TAKKE BAPWAHTLl C BLICOKOW YACTOTOW W He
OMWUCAHHLIE DAHEE KAK NATOMEHHLIE, HE BKIDYEHBb! B MPUOPWUTE3UDOBAHHLINA CNWCOK.

Obcnepoeanue pogwTened npobaHna wnWv Apyrvx pPOOCTEEHHWMKOB MOXeT noTpeboBatThecA ANA YCTaHOBNEHWA
NpoMCXoXOeHus (Hacnegyemeli/de novo) oBHApy#HEHHOro BAPMAHTA U YTONHEHWA ero NaToreHHoCTH.
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B ceAan c GwicTpbim oGHOBREHWEM WHOPMALWW O NATOMEHHOCTW BAPWAHTOE W NOABMNEHWEM HOBbIX OAHHBIX, B
HEKOTOPLIX CMy4asx MOweT ObiTh PEKOMEHOOBAH NOBTOPHBIA AHANW3 OAHHLIX CEKBEHWpOBaHWA. [OBTOpPHLIM
aHANM3 JaHHBIX CEKBEHMPOBAHWA MOMET ObiTh PEKOMEHADBAH NPW WAMEHEHWW (HEHOTMNA NaUWeHTa, NOABNEHWUN
HOBLIX CMMMTOMOB, CBA3aHHLIX C MNporpeccupoBaHuem 3abonesaHus, NUGo nNpW NOABNEHWKY HOBbLIX OAHHbLIX
nabopaTopHOTO W WHCTpYMEHTanbHoro obCcnefoBaHWA, WIMEHRIDIIMX  Hanpasnedws guddepeHuMansHOR
OWArHoCTUEN.

Mo 3anpocy NAUWEHTa WNKW Ne4allero spaqa MoryT BbiTh NpencTaBneHsl NEPBUHHLIE OAHHBIE CEKBEHWPOBaHWA B
dopmare FASTQ. Opguako, adanwa Tawdx gaddelx Tpebyetr gononHuTensHod wmx obpaboTkw, koTopan
BLINONHAETCA TONBLKO NOArOTOBNEHHLIM CRELWANUCTOM.

,ﬂEHHbIE CeKBEHWDOBaHWA M DEHEIP}"?KEHHHE BApWaHTEl HE ABNAKTCA OKOHYAaTenbHbBIM AMArHO30M W JON¥HE
MCNONBLI0BEATECA COBMECTHO C OPYTHUMIA ﬂEﬁDpEITGPHbIMI-"I W KNUHWYECKMMK OaHHBIMIA. !{DDPEHTHEFI HHTEpPNpeTauWna
Pe3ynbTaToB reHOMHOND aHannaa MOXeT BbITh BEINOMNHEHA TONBKD Bpa4omM-reHeTHUKOM.

rPYNNUPOBKA BAPUMAHTOB MO BEPOATHOCTU MX NATONEHHOCTW ONA NALMEHTA
1. BapwaHThkl, ABNAKLWKWECA HanDonee BEPOATHOW NPUYMHONA 2aboneBaHKUA.
B paHHyo rpynny BKNKOHAKTCA cNegyolmMe BApHAaHTLI

a. OBozHa4eHHLIE KAK nMaToreHHsle B pedepupyemulx Basax eapwadToB, Takmx kak Clinvar wnu B
CcneuuanuiaupoBaHHelx Ba3zax BapWaHTOB W onucaHue (eHOTUNE NauMeHTa WMEET NPUM3HAKW COOTBETCTEYHLLME
ONUCAHHELIM NPKY AaHHOM 3aBoneBaHum.

6. He oGo3HaqeHHble KaK naTtoreHHsle B pedepupyemblx Bazax sapwadTos, Tawux kak Clinvar wnw B
cneuuanuavpoBaHHelx Bazax reHOMHbBIX BApWAHTOB, HO WMEHLME BLICOKYH) BEPOATHOCTL MATOFEHHOCTH,
OCHOBEHHYH) HA HECKONLKMX 3HAYMMbLIX KDPMTEPWAX NATOTEHHOCTW (BbICOKWMI CKOpP MAaTOTEHHOCTM) W ONMCaHWe
dEHOTHNA NAUWMEHTA UMEET NPU3HAKW COOTBETCTBYIOLLME ONMCAHHLIE NPW JaHHOM 3abonesaHum.

Takue eapuaHmsl cnedyem paccMampueamb kak eePOAMHYI0 NpuYHuHy 3abonesaHus 8 nepeayio ovepedsb.
AdnA HekoMOpbLIX eapuaHmMos, BKMOYEHHLIX 8 3my zpynny (U3eecmHble NamozeHHbIe eapuaHmbl ¢
nonHeiM coomeemcmeuem cheHomuna) ycmaHoaneHus npoucxoxdeHuA eapuaHma oOcmaemcs Ha
ycMompeHue epava. Lna eapuanmoe, paHee He 0003Ha4YeHHLIX Kak MamozeHHbLIe yCcmaHosneHue
npoucxoxdeHUA eapuanma donxHo ObimMb pekoMeHO08aHO NayueHmy.

2. BapWaHThl, MMEIOLME 3HAYMMBLIE NPU3HAKWA NAaTOreHHOCTH
B naHHyo rpynny BKNHYATCH CNeyLLWE BAPUAHTBI

HI‘I.-'IEHJI.I.[HE OOWMH WMNKM HECKOMNBKO 3HAYWMMBIX NPU3HAKOBE NMATOreHHOCTH. B 3Ty rpynny BENKHAKTCHA BENHYEHB
BAPWAHTEI, KOTOPBIE MMEHT NPU3IHAKKW K3k NAaTOreHHOCTH, Tak M HENAaTOreéHHOCTH, HO C© I'IFJED'EJ'EE,EI,EIHI-"IEM npruaHakoe
naTtoreHHocTH. Takwe MOoryT ObITh PadnUyHele BapwaunKy CcoBnageHWA EI]EHDTHI'IE nadweHTa C nNpu3HakamMu,
ONUCaHHBIMK NPKY JaHHOM zabonesaHuK.

,ﬂﬂ:ﬁ TAKMX BdpWaHTOB TpEﬁ}fETEﬂ conocTaeneHe KNUHWMYECKWX W l'IEIﬁCIIFIEITOPHbIX AOaHHBIX nMauueHTa C
ONUCaHHBIMK NpA zabonesaHni. YcTaHoBNeHWe NPOUCXOXOEHKUA TAKWX BAPDWMAHTOB ABNASTCA BaMHEIM OANA OUEHKEN
WX NaToOreHHOCTH.

Ana uckmovenus/nodmeepdeHUR NamozeHHOCMU IMaKux eapuaHmose Moxem Obimbe pexoMeHdogaHa
KOMCYNbLMayus apava-eeHemuka, creyuanu3upyroue2ocn Ha aHanuse dadHbIX CeKeeHUPOaaHURA.

3. BHPHEI'ITI:I, HMeUWMe KaK NpWU3IHaAKKW NaToreHHoOCTH, Tak M HENaTOreHHOCTH. MoxeT ObITh paznu4yHan
CTeneHe COBNageHWA '.".'IEI'IUTI"IFIEI nauyneHTa € NnpUaiHakamM, ONUMCaHHbBLIMK NpKW OaHHOM 3aboneBaHHK.

ME.I'IDEIEFJDHTHD, HTO Takve BapWaHThl ABNAKTCA HPH‘-IMHDI:‘I aabonesaHmA. DHHEKD E HEKOTOPBIX ChyYaAx
HHEI]DPMELI,HFI 0 TakWMx BapWaHTax MOXET GelITe NonesHa Bpady OnA conoctaBneHWA {*}EHDTI-"IHEI nauwneHTa c
{*}EHDTHHDI'LI'I‘ ONMCaHHBIM ONA aaboneBaHmA.

B cnyvae docmamo4Hozo cxodcmea mMoxem Obimb pexomMeHdosaH NoOUck Mymauul, He eblAaAeMbIX
memodom NGS (Hanp. eapuayull Jucna konuil) Ha emoposM annene, nodmeepxdeHUe NPOUCXOXOeHUR
gapuaHma u dononHumensHbIl aHanus daHHbIX U  KOHCYNbMauus epava-eeHemuka,
crReyuanu3upyrouwesocA Ha ananuie daHHbIX CeK8eHUPOganHus.

4. HocutenbcTBO BapWaHTOB, CBA3AHHLIX C HACNegCTEBEHHBIMHA saboneBaHUAMM.
B 3Ty rpynny BENKYEHBLl METEpOIWIOTHRIE BAapWaHTeI B reHax ayToCOMHO-peleCCHUBHBIX BaﬁﬂﬂEEEIHHI;'I, padHee

ONMNACAHHBIE KaK NaTtoreHHel2 WM DﬁHE,EI,EHDI.I.lHE JHaYWMMBl NpUMaHaKamK NarToreHHoOCTK. Takwe BApHUaHTH He

Crp. 513 6.



ABNAKITCA NaTtoreHHeIMW Cami no GEEE, HO MOMYT MMETL 3HaYeHWe Npy Hanuw4kuKM He onpenenedHHoOre eapkadHTa B
Opyrom annene. B HEKOTOPBIX CNy4HanAx 3T1a HHd]DPMELI,I-“IFI MOX¥ET UMEeTh 3Ha4YeHWe OnA poOCTBEHHWMKDE NauneHTa.

* 3Ha4uMMble BAPWAHTEI ONpegeneHsl B KOHTeKcTe pekomeHgaumin ACMG (Very strong/Strong/Moderate).

Crp. B 13 6.



13.11.2024, 13:04 MesaTHaRA chopma

MaumeHT: KWPEAHOBA JAPLA AHOPEEBHA [arta v Bpema nocewedwa: 13.11.2024 12:51
Hara powagerus: 15.05.2015 (9 nert) MO: NEPME KOKE (HoBan)

Aapec NpoHWBaHNA: Mpodhine: reHeTHke

Hanobei:

CHWKEH CNyX OBYCTOPOHHE.

AHAMHES HHWIHW:

O7 2 popoe, Ha doHe OAMA, yrpozel. Poael B cpok. Macca npy poxgerun 3540 rp., 52 o,
CemelHblid aHamHes: Gla.

HIMP no sozpacty.

Cypacnor: 2x CTOPOHHASA TYrOyXocTk 2 CT.

AHaMHes 3aboneBaHua:

C poxaexws HaBnooaeTcs v Cypannora No CHINKEHWIO CryxXa.
[OHK-anardocTHka: BRIABNEHA reTeposIMroTHas MyTauma B rede GJB2(c.35delG)- TyroyxocTe(AD), Tvn 3A.

OB LeRTHEHLIA CcTaTye:

Koxa vncTan, oMsuonorM4eckon okpack, geekTos NMrMeHTaumMm Het. CnnsucTele GneaHo-posoBele, BrakHele,
[uixanne yepea Hoc ceoBogHoe. MpyaHanA kneTka npaeunebHON dropmil, Gea Bnaumelx aedopmaumin. OBnactu
CYCTABOE HE MameHeHbl. Melwe4Hein ToHye dnanonorudeckni. JKueot markmi, GesGoneaHedHeblf, MNeYeHs No Kpaw
pebepHoi ayrn. Cryn, ovypes B Hopme. CneundimHeckoro sanaxa ot Tena Het.

OwnarHo: ocHoBHOA (pacwwppoBxa):

=TyroyxocTe(AD), Tun 3A,

PekomeHoauuw, HazHavweHusa

- HaBmogeHuwe cypnonora.

- CekpeHupoBadmne no Cadrepy Ang pogurenail v npobaday ¢ Uenkio sepudukalmMi QUarHosa v onpenensHua Tuna
HacnenosaHuA(Ges KeoT).

- MoBTOPHO K reHeTUry C peaynsTaTom.

MNpopegera Gecena o HeoGXoOMMEN nBCNegoBAHMAY (WCCNEAOEAHWAY) NALUKEHTE M Br0 POACTEEHHHKDR, B TOM YKcne of W uanu,
HHPORMETUEHOCTH, BEROATHOCTH MONY-EHKA NPEEMNEHOM PEIYNETATE W BOIMOMHEN NOCNBOcTERAY. MayneHTy QaHs! OTBETE HE WHTEpeCYIoWME
BONDOCH.

C nnadom o6cns8aesaHnA (MCCNeqosanvi ) caHakomneH(a), C‘:DI’J‘IEI:‘-EIH[HEI:I, WMEN{a) BOIMMKHOCTE 280aTh MHTEPECYIOWME MEHA BONPOCEL.

hitps:ieisz. permkrai.nu?c=EvnXmISE&m=printEvnxmi 111



06, 08, 2024 06,08, 20024

[MocTyn. g Dask naar. CIMCaHD OO O TUIEAT.

L 1O

s 8. 200024 WIRKTPOHHD
IVIATEAXHOE IOPYYEHHUE Ne 337 e Gl
Cymma IPHALETE MHTE TRICHY BOCEMECOT pyGnei 00 koneex
FIPROTHCBH
MHH 5903093774 KII 580501001 EEablet.!
BaaroreopurencHii diony, "beperian” Cymma
Cog. Mo D70 DG4S 7000700

ILnarenkuwmg

BOUINO-BATCKHA EAHK MAQ CEEPEAHEK

- 2 BHE (042202603
r.Humamii Hanropopn
Coap. Mo | 30T0TE0S00000000G0
Bank [Tnarensiguea
dmemian "Kopropamsmnsii” [TAD "Cookossfaax® . -
b BMK 044525360
Co. Mo |30T0TE 10452 500000360
Bbans [anyuwarens
HMHH 7701759381 K111
u, Mo 407G 201025052
000 Texomen Co. Mo 407 02EL01 2010250523
Bug on, |01 Cpok naar.
Haa. . Ouep. nnar. (5
Iopayvarents Koy Pes. nane

Crnaara no cvery Med200 or 14062024

[Mporpamma Ha nogsmoryTlpoest Denemisecknit anamss, Bnarononyyarens Kupsanosa Japes Augpeesda, 15052005 rop. HIC se ofinaraerca.

HasxaueHuwe noames:

Hogiwcn

IMONYBAEBA TATEHHA CEPI'EEBHA

Ormerin banka

BHEK 42202603

MLIL

AL Chepbane Poccui

IMPFOBEIOEHD

06, 08, 20.24
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12082024 12.08.2024 0401060

MocTyn. B Bady Nnar. CNMCaHo co o4, nnar.
NNATEXKHOE NOPYYEHWE N2250 s
Oata Bug nnatexa

CymmMa YeThipe TEICAYA TPMCTE TpM pyana 22 koneikin
NPONACED
MHH 5903093774 KM 590501001 Cyninia 4303-22
HEKOMMEPYECKAR OFMAHM3ALMA BNATOTEOPMTENBHLIM ©OHO
"BEPEIMAHA"

Cu. N2 4070381020000072957 1
InaTtensLwk
AD "TEaHk" r. Mockea BHK 044525974

Cu N2 30101810145250000974
BaHK nnatenblwMya
BONro-BATCKMM BAHK MAQ CEEPEAHE r. HiusHwia Hosropog BIK 042202603

Cu. W2 30101810900000000603

Bakk nony4arend
WMHH 5948031425 KN 524801001 Cu. N2 4070281044952010119%
000 "CAMCOH-TIEPME"

Biap on. 01 Cpox nnar.
Haa. nn. Quep. nnar. 5
Monyyatens Kog & Pez. none

onnara no cuety N2Cu-KOP- 107788 o1 09.08.2024 33 kaHuToBapsl, 30MWHWCTRATUEHLIM packod B Ty HOC 20% — V1 7.2 pyb

HazHaueHue

o OTMeTkK Badka
AD TBEAHK
M.IM. EWK 044525974

K/C 30101810145250000974




