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0 NPE/LOCTABJICHUN OECILIATHOrO rOPSIEro MATAHUS H FOPSIIET0 MUTAHMS 332 YACTHIHYIO
IUIaTy B cpeaHeii mxoge Ne 36 '

1. O6mue moJ1oxeHUsT

1.1. OGpasoBarenbHOe yupexk/IeHHE PacCMaTPHBAeT BOIPOCHI IIPEIOCTaBICHUS OeCIIaTHOro
TOPAYCro MUTAHUS WM FOPAYETo MUTAHKS 38 YaCTHUHYIO IIIATy y4aluxcs B 00pa3oBaTeIbHOM
YIPCKIACHUH B COOTBETCTBUM 3akoHOM SIpociaBckoit oOmacta oT 19.12.2008 r. Ne 65-3
«ConmanbHeiii komexke SIpociaBckoi 061acTHy (c m3meHeHusIMH OT 12 nmexabps 2014 r., 26
HOs0pst 2015 r.) M pemenueM MyHununamurera r. SIpocimasns Ne 787 ot 09.10.2008 r «O
AOTIOJIHUTEILHBIX  MEpax COMMANIBHOM IIOMICPXKKH OTJAENBHEIX KaTeropuil TpaxaaH» (C
u3MeHeHusiMu oT 02.10.2014r. Ne401). .
Ilox GecrutaTHBIM = rOpsYMM NHUTAHMEM WM TOPSYAM TIMTAHHEM 3a YaCTUYHYIO IUIATY
TIOHMMACTCS  ITPEAOCTABIICHUE Yy4YAIleMyCst B y4eOHBIE JHM €XEIHEBHOIO OIHOPa30BOr0
TOPSMEro MUTAHMS (3aBTPAK) WK IBYXPA30BOTO IHTAHKS (3aBTPaK U 00e).

1.2. IlonoxeHHe peryjaupyeT OTHOLICHHS MEXIy 00pa3oBaTENbHBIM YUPEKICHHEM U
POMUTENAMH  (3aKOHHBIMH TIPEJICTABUTEISIME) YYAIUXCA IO  BOLPOCAM [IPEIOCTABIICHUS
OECILTaTHOTO TOPSYEro MUTAHKS HITH FOPSUETO IIUTAHHS 34 YaCTHYHYIO ILIATy.

2. ITopsinok paccMoOTpeHHsI 3asiBJIeHHI 00Pa30BATEILHBIM y4peKIeHHEM.

2.1. OGecnieyenne GecIuIaTHBIM TOPSYUM MUTAHHE H TOPSIMM IHTAHEEM 32 YaCTUYHYIO ILIaTy
yJamuxcs, yKasaHHBIX B crarbe 63 3akona SIpocnaBckoit obmacte No65-3 u 1m.2.13 pelieHus
MyHHIUIATATETa T. Apocnasis Ne 787, MpousBOAMTCS HA OCHOBAHMM MPHKAa3a PYKOBOIUTENS
00pa30BaTEILHOIO YUPEXKICHHUSL.

2.2. Tlony4enune GeCIIATHOrO rOpSYEro MHTAHHS OCYLIECTBISETCS MO 3aSBIICHUIO ponurenei
(3aKOHHBIX HPEICTABUTENCH) yYalUXCsl, 3aYMCICHHBIX B JIAHHOE y4eOHOe yUpexaeHue, u
AOKYMEHTOB, TIOATBEPXKIAIOIMX IIPaBO Ha IOJNydYeHHE OCCIUIATHOrO TIOPSYEro IMHTAHHUS
CICTYIONIUMH KaTErOPUSIMH yUYaIUXCs:

(crathst 63 3akona Spocnasckoit o6macTi Ne65-3)

- JE€TSIM M3 MHOT'OJETHEIX CEMEII;

- ICTSAM M3 MAJIOUMYIITUX CEMEIL;

- IETSIM - UHBAJIHIaM;

- IICTSIM, COCTOSAIMM Ha y4eTe B IPOTUBOTYOEPKYIE3HOM JIUCIIAHCEDE;

- ACTAM, HAaXOZUIIIAMCS TIO]T OIEKOH (IOIIEYHTENBCTBOM), OIIeKYHaM (IIOMEYNTENAM) KOTOPBIX HE
BRIIUIAYMBAIOTCA ~ CPEJICTBA HA  COJEpIKaHHE peOeHKa, HaxXOJALIErocs IMOA  ONeKOi
(IONEeYnTETHCTBOM);

(11.2.13 pemenus MyHununanureTa r. SIpociasis No787)

-ACTH, POIUTENN KOTOPBIX SABILIOTCS MHBAIMAAMHU 1 M 2 rpynmsl (IPU yCIOBHH, YTO OJMH W3
ponuTesei - HepabOTaIONM HHBAIIIT)

~ISTH U3 CeMed rpaxk/iaH, MOJBEPIIINXCS BO3AEHCTBUIO PAIUALIN BCIIEACTRHE KaracTpo(bl Ha
YeproObuibckoit ADC;



“JACTH U3 CEMEH I'PaX<IaH, MOABEPTIIHXCS BO3CHCTBHIO pajiHanuy BCICACTBUE KAaTacTpodsl Ha
YepHOoObUIBCKOH ADC;

IIpaBo Ha monyuenue COLMATIBHOU YCIYTH 1O 0GECTIEYSHHIO OeCIIATHEM TOPSYUM NMHUTAHHEM
COXPAaHiCTCs 3a JIMNAMH, YKa3aHHBIMH B IIYHKTE 2.2, nocrurmmmu Bospacta 18 ser um
TIPOZOIDKAIOIMHY 00yYEeHHE B 06pa30BaTEIbHOI OpraHH3aIKy, 10 OKOHYaHUS 00yYEeHHSI.

2.3 Tlomyuenue ommopaszoBoro TOPAMEro NHUTaHWs 3a YaCTHYHYIO IUTaTy (3a cyeT CpencTB
Oromkera SIpocnaBckoit 06macTy u POIHTENEH (3aKOHHBIX NPEICTaBUTENEH)) OCYINECTRISETCS
II0 3ajBJICHUIO pOAUTENEH (3aKOHHBIX TIPEAICTABATENEH) yYAIUXCS, 3a9MCICHHBIX B IAHHOE
y4ebHOe yupexneHue, u AIOKYMEHTOB, MOATBEP)KAAIOIMX HPAaBO HA IOIYYEHHE JbrOTHOLO
TIUTAHUA CICAYIOIMME KaTErOPUSIME 00y YaroluXcs:

(1.2.13 Penrenust Mynunumanurera r. Spocnass)

- ACTH OIMHOKHX MaTepei (IeTH, y KOTOPHIX B CBHICTEILCTRE O POXIICHUH CBEJCHUS 00 OTIie
OTCYTCTBYIOT MJIM 3aIIHCAHBI CO CIIOB MATEpPH)

2.4 Tlonyuenne GecruiaTHOro TOPAYCTO MUTAHUSI OCYIIECTBISETCSA IO 3asBJICHHIO ponutenei
(3aKOHHEIX TIPENICTABATENEH) YYaITUXCS, 3AYUCHEHHBIX B JaHHOE y4eOHOe yupexseHue,
CICAYIOIUMH KaTErOPHUSIMH yUaIIHX CS:

- A€TSAM, 00YYAIOIIIMCS 10 06Pa30BaATEIbHEM HporpaMMamM Ha4aJIbHOIo 06IIero 06pa3oBaHus.
2.5. Popurenu (3aKoHHEBIE IPCACTABUTEIH) yUALUXCS, OTHOCSIIUXCS K KaTeropusM yKa3aHHBIM
B II. 2.2 IPEOCTaBISIOT ONUH 13 JIOKYMEHTOB:

- KOIIHIO yNOCTOBEPEHUS MHOTOMETHON CeMBH Apocnasckoit oGmactu (kpome MHOT'O/IETHEIX
MaJIOUMYIHX ceMeii);

- CIIPaBKy OpraHa COIMaNbHON 3allUTHl HACEICHUS C YKa3aHUEM, YTO CPETHEIYLIEBON HOXO.
CCMBH HE IIPCBBINIACT [IPOXKUTOYHOIO MUHHMYMaA, YCTaHOBJICHHOT'O B SIpociiaBckoit 061acT.

- KOIIHIO CIIPaBKH, TIOATBEPIKAAIOIICH (haKT YCTAHOBICHHUS HHBAJIUTHOCTH;

- CHIPaBKY O IIOCTaHOBKE Ha Y4€T B IIPOTHBOTYGEPKYIIE3HEI JCIIaHCep;

- CIPaBKy OpraHa OIEKH U IIOINEYHTEHCTRBA C YKa3aHHCM, 9TO OIEKyHy (IIOICYHTENIO) He
Ha3HAYCHO NEHEXKHOE COJICPIKaHME Ha ONEKAEMOT0 (mozomneunoro) pe6enxa;

- KOIIMIO CIIPaBKH, MOATBEPHKAAIOLIEH (aKT YCTAHOBICHHS MHBATMIHOCTH, KOIMIO IaCIIopTa ¢
YKa3aHHeM MeCTa PErHCTPAIIY U IOATBEPKICHHEM OTCYTCTBHSI TPYAOYCTPONCTRA,

- KOTIHIO yTOCTOBEPEHHS yYACTHHUKA JTUKBU AN aBapuu Ha YepHoObLTbCKOM ADC;

- VIS IETEH U3 MHOTOZETHBIX CeMeH, MMEIOIHX CTaTyC MaJIONMYIHX, - KOIHIO YAOCTOBEPEHHUSI
MHOTOJECTHOM ceMbH SIpOCIIaBCKOil 067IacTH 1 CIpaBKy opraHa COIUAJIbHOMN 3aIlUTH HACEICHHUS
TI0 MECTY JKHUTENIBCTBA POAUTENEH (3aKOHHBIX TIPE/ICTABATENICH) O IIPU3HAHUY CEMBH yYalerocs
MaJIOUMyIIeH WM  CIIPaBKy, TIOATBCPIIAIONIYIO  TOJIYYCHHE  POJUTENSIMH  (3aKOHHBIMH
HPEICTaBUTEIISIMU) €TMHOBPEMEHHOM BIILIATEL K Havajy y4eOHOro rosja.

2.6. Ponurenu (3akonubIe IPE/ICTABUTEIH) YYaILUXCs, OTHOCSIUXCS K KaTeropusM yKa3aHHBIM
B 1. 2.3, BHOCAT YacTHYHYIO ITaTy 3a NHUTaHUE 4Yepe3 CHCTeMY Oe3sHAIMYHOH OIUIaTEHI
«Jlagommkmy.

2.7. Ponutenu (3axoHHbIe NPEICTAaBUTEININ) YUAIIUXCS U3 CEMEH CO CPEIHEYIEBBIM JOXOIOM,
HC  [PEBBINAIOIIMM  BEIMYHHB  POKUTOYHOTO MHHAMyMa (M3 MAJOMMyIIHX —ceMeif),
TPOMKHUBAIOIMX 110 MECTOHAXOXKICHHIO 06IIe06PasoBaTeIbHOrO YUPEXJICHUS U IOJIyYaIOIIHX
nocobue Ha peGeHKa, NpPesoCTABIIOT B YIPCXKACHUEC 3asBICHHE O MPENOCTABIECHHH
OECIIATHOrO TOPSYEro MUTAHHS.

2.8. Tlo Mepe mocTyIuIeHus 3asBieHumii o IIPENIOCTABICHUH OECIIATHOTO TOPSYEro MUTAHUS
ponuTenel (3aKOHHBIX TIPENCTAaBUTENIEH) yIauXCsl 03 MATOHUMYILHX CEeMEi, ITPOXKUBAIOIIHX 10
MCCTOHAXO0X/ICHHUIO 00PA30BATENILHOTO YUPEIKAECHHS 1 IIOJTy4JaIoIIUX €KEMECIYHOE ITOCOOHe Ha
pebenka, oGpazoparebHoe YHIPeXICHHS GOPMUPYET CIMCOK yYaIuxcs (B 2-x sK3eMIIApax) 1o
YCTaHOBJEHHON (hopme. CIHCOK mpencTapisercs B Opran COLMaNbHOM 3allUTHEl HACEJIEHHS IO
MCECTOHAXOXKACHHIO 00Pa30BATEBHOTO YUPEKISHHS s IIONTBEPIKACHUS IIPaBa y4alIuXcs Ha
TIOJTy4eHHE OECIIATHOTO TOPSYero MHUTAHMSL. (em. Ipunoxenne 1)

2.9. Tlo mMepe mocTyIeHus 3asBieHui o IIPeNIOCTAaBIIEHUH OECIIATHOrO FOPSYEro MUTAHUS
ponuTenei (3aKOHHBIX IPENCTABUTENCH) yJalUXCAd M3 MHOTOJETHBIX MaJIOUMYIIUX CeMeii,



IPOXKUBAMOMIMX [0 MECTOHAXOXKICHUIO O00Pa30BATEIBHOIO YUPESKACHHUS U IOJyYarOLIUX
CIMHOBPEMCHHYIO BBHIIIATY Ha peOeHKa K Hadaly TEKyLIEro y4eOHOTro roja, o0pa3oBaTeabHoe
yupexaenne (QopMUpPYeT CIHUCOK oOydarommxcst (B 2-X SK3eMILIAPAaX) MO YCTAHOBICHHOM
Gopme. CHHCOK IpeACTaBISETCS B OpPraH  CONMAIBHONM — 3aIIUTBl  HACEJNCHHS IO
MECTOHAXOXKIECHUIO 00Pa30BaTENBHOIO YUPEKACHUS ISl HOATBEPIKACHHUS [PaBa y4aluxcs U3
MHOTOJIETHBIX MaJIOMMYIIUX CEMEH Ha IOJIyYeHHE ABYXPAa30BOTO OECIUIATHOTO MUTAHHS. (CM.
[Tpunoxenue 2)

2.10. Opran conuagbHOM 3aIUTHI HACENICHHS DPACCMATPUBAECT MPENOCTABICHHBIA CIIHCOK
ydaluxcs, NenaeT B COOTBETCTBYIOLIEH rpade crmcka OTMETKY O TOM, YTO CpEIHEMYIIeBOH
CEMBH HE IIPEBBINIACT IMIPOKUTOYHOTO MHUHMMYMa MM OTMETKY 00 OTCYTCTBHH CBEICHHH O
cpeqHenymeBoM Joxone cembd. OIUMH SK3EMIUIIp CIHCKa Ilepefaercss B 00pa3zoBaTelbHOE
YUPEKIECHHUE, a BTOPOM - B OpraH COLMAIbHOM 3all[UTH HACEICHUS.

2.11. 3asBieHne O MPENOCTABICHHH OCCIUIATHOTO TOPSYEr0 MHUTAHHS M JTOKYMEHTEL,
IIOATBEPXKIAFOIINE IIPAaBO IOJYYEHHUs] OECIUIATHOTO TOPSYEro MUTAHMS, MOJAIOTCS €XETOIHO
aJMUHHCTpallu C MOMEHTa BO3HMKHOBEHHMs IIpaBa Ha IIOJyYeHHE OCCIUIATHOIO TOPSIYEro
IUTaHUSL.

2.12. 3asByeHUs PETUCTPUPYIOTCS 00Pa30BATEIBHBIM YUPEXKIEHNEM B yCTAHOBJIEHHOM HOPS/IKE
¥ PaCCMaTPUBAIOTCA B TEUCHHUE AECATU pabOdnX AHEW C MOMEHTA PErUCTPALH.

2.13. OOpasoBaTenbHOE YUPEKICHHE C YICTOM COINEPIKAHUS TOKYMEHTOB, IIOATBEPIIAFOLINXK
IpaBoO Ha IOJNyYCHHE OECIIATHOrO rOpSYEro MHUTAHMS MM TOPSYEro MUTAHUS 33 YACTHUHYFO
IUIaTy, IPUHUMAET OJJHO U3 CIEAYIONIMX PEIICHHUI:

- TIPCAOCTABUTH OECIUIATHOE ropsAdee NMUTAHHE HIM ropsyee MUTAHWE 3a YACTHYHYIO IUIATY
yJalemycs;

- OTKa3aTh B IPEJOCTaBJICHHM OECIUIATHOTO IOPSYEro IHMTAHUS WIA TOPAYEro IMTAHHS 34
YaCTHYHYIO IUIATY YYamleMycs MPH OTCYTCTBMH JOKYMEHTOB, IIOJATBEPIKIAIOIMX IPAaBO HA
IIOJIyYEHUE JIBTOTHOTO ITUTAHHS.

2.14. Peurernem 00pa3oBaTeNbHOrO YUpEeXKICHUs GeCIUlaTHOE ropsuee MUTAHME MM Topsiuee
IIMTaHUE 3a YaCTHYHYIO IUIATy MPENOCTaBIIETCS Ha yKa3aHHEIM B 3asBICHHHM CPOK, HO He Golee
YeM JI0 KOHIIa y4eOHOTO rojia.

2.15. PyxoBojmuTenb 06pa3oBAaTENBHOIO YUPEXKICHHS H3IAET NPUKA3 O IIPEJOCTABICHUH
OecraTHOro ropsYero MUTAHUS WX FOPSYEro IUTAHWS 33 YACTHYHYIO IUIATY YYAIHMCS, B
OTHOIICHHH KOTOPBIX IIPUHSATO IOJIOKUTEIBHOE PEICHHUE.

2.16. IlpaBo Ha momydyeHHe OCCIUIATHOIO TrOPSAYEro IUTAHUS WIM TOPSYEro IHTAHHS 3a
YaCTHYHYIO IUIaTy BO3HHMKAaeT ¢ y4eOHOro JHS, CICAYIOMEro 3a JHEM IPUHATHSL
IIOJIOXKUTEIBHOTO PELICHHUS M U3AHUS IIPUKa3a O MPEIOCTaBICHUH JILIOTHOTO THTAaHUS.

2.17. B ciyuae yTpaThl y9aluMcst OCHOBaHUH, JIAIOMIUX [PABO HA IIPEIOCTABICHUE GECILIATHOTO
TOpSYero NHTAHUS, IPUHUMACTCS pEUICHHE M HU3JAeTcs IIPHKa3 [0 00pa3oBaTENbHOMY
YUIPSKJICHUIO O MPEKPALIEHUH IPENOCTABICHUS OSCINIATHOTO TOPSYEro IIUTAHHU.

3. Opranmaum{ 0ecrmiIaTHOro ropsivero muTaHus MKOJbHUKOB

3.1. ConmaneHas ycioyra HOpPENOCTaBISETCS B JHA y4eOHBIX 3aHATHH B 06pa3OBATEIbHOM
OpraHu3alliy, a TaKXKe BO BPeMs IIPOBEAEHMS MEPOIPUSTHH 3a mpenenaMu 00pa3oBaTebHOM
OpraHH3alMi B paMKax 00pa3oBaTelbHOro mporecca. Hencrnons30BanHoe mpaBo Ha MONyYeHHE
JBrOTHOTO ITUTAHUS HE MOXKET OBITh peaM30BaHO B APYIOif JEHb.

3.2, VyamuMmcss IO COCTOSHHIO 3I0pPOBbS HA JIOMY, MMEIOIIMM IIPaBO HA MOJIydeHHE
OeCIIaTHOro ropsAYero IUTaHWs, [0 3asBICHUIO DPOAMTENEH (3aKOHHBIX IIPEICTAaBHTENCH)
BBIACTCS HAOOP NMPOJYKTOB IMHUTAHUS MCXOJS U3 YCTAHOBIEHHON JEHEKHONH HOPMBI HA ITUTAHHE
C y4eTOM pexxuma paboTsl Kiiacca (ISTHIHEBHOTO, IIECTHIHEBHOTO) B TEUEHHE HEIEIH.



3.3. ®opmMoii ydeTa MpeAoCTaBiIeHHs] OECIUIATHOTO ropsAYero MUTaHus sBJseTcs «BeqoMocTh Ha
OecIlaTHOE Tropsiuee MHWTAHWE» OTAENBHO IO KaXIOW JIbrOTHOW KaTeropuy, KOTopas

odopMIIsIeTCsl €XKEMECIYHO.
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