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PE30JIIOLIUA
Kpyrioro croia Ne32
«Pa3BuTHE 3aKOHOAATEIBCTBA B 00/1aCTH 00ecneYeHUs MAlHEHTOB NMPOAYKTAMH
CNEeNHAJIN3UPOBAHHOIO JiedeOHoro nutanus (CILJII)»
XVI Bcepoccuiickuii Konzpecc nayuenmos
Poccun, Mockea, 21 noaopa 2025 zooa

21 Hos6ps 2025 roga B . MockBa B pamkax XVI Beepoccuiickoro KoHrpecca naeHToB
«BeKTop pa3BHUTHS: MAlMEHT-OPUEHTUPOBAHHOE 3PABOOXpAaHEHME» cocTosuica Kpyrnsiii croun
«Pa3BuTHEe  3aKOHOAATeNbCTBA B oOmacTH  oOecrieueHHst  MAIMEHTOB  MPOAYKTaMH
crienranu3upoBanHoro jgeueonoro nutanus (CITJIIT)y.

Ha kpyriom crone oOcCy»aaiauch BONPOCHI COBEPIICHCTBOBaHMS 3aKOHOIATENbCTBA B
OTHONIeHUHU obecnieueHus rpaxaan PO crienmanu3upoBaHHBIMU IPOIYKTaMU JI€4€OHOT0 MUTAHUS
(CIUIIT). DOxkcmepThl OTMEYAIOT CYIIECTBYIOIIYIO B cyObekrax P® mpakTuky OTKa30B
perMOHANbHBIX BIACTe B 3aKyNKax CHEIUAJIM3UPOBAHHOIO JIEUEOHOr0 NUTAHUS JeTSIM-
UHBAIMAAM TI0 MEIUIMHCKUM TIOKa3aHUSAM, JaK€ NPU HAIMYUHM 3aKIIOYCHUs BpadeOHOU
KOMHCCHH U, COOTBETCTBEHHO, HA YYaCTUBUIYIOCS B IIOCIIETHEE BPEMS BBIHYKICHHYIO MTPAKTUKY
oOpamieHuid poauTeneii B CyAbl, UCIOJIHEHUS 3aKYIOK C 33/JeP)KKOM HCIOJIHEHHUs CyAeOHBIX
peuIeHu OT HECKOJIBKMX MECSLEB 10 ToJa, KOTOpbIE BEAYT K CYIIECTBEHHOMY YIYIIECHHIO
BpPEMEHHU ISl CBOEBPEMEHHOT'0 OKa3aHUs TIOMOIIH PeOCHKY.

OO6cyxaeHbl  MpoOJeMHBIE  BOMPOCHI  HOPMATHBHO-NPABOBOTO  PETYIMPOBAHUS
oOecrieyeHUs MAIMEHTOB CHEIHATU3UPOBAHHBIM JICUCOHBIM MUTAHUEM IO MEIUIIMHCKUM
noka3zanusM. HecMoTpsi Ha HalMyle HOPMATUBHBIX MPaBOBBIX akTOB (DenepalibHbII 3aKOH OT
21.11.2011 Ne323 «OO6 ocHOBax oOxpaHbl 310pOBbsl TpaxnaaH B Poccuiickoit deneparum,
[TocranoBnenue IlpaButensctBa P® 09.04.2015 Ne333 «O6 yrBepxaenuu [IpaBuin
(bopMHpOBaHHUS MEPEYHs CIEUUAIU3UPOBAHHBIX MPOAYKTOB JIEYEOHOrO MUTAHUS I JIeTei-
nHBanu10B» U [Toctanosnenue [IpaBurenscTBa oT 22.08.2023 Nol1368 «O06 yrBepkaenuu [Ipapun
(dbopMHpOBaHUs TIEpEUHsT MEIUIIMHCKUX H3ACTIHH, CIIeHUAIN3UPOBAHHBIX MPOJYKTOB JIEYEOHOTO
MUTaHMS, HEOOXOJUMBIX JIUIsl HA3HAYEHUIO MAUEHTY M0 MEAUIIMHCKUM MTOKa3aHUSIM IO PEIIEHUIO
BpaueOHOM KOMUCCHH, B OMUCAHUU KOTOPBIX IPH OCYIIECTBICHUHN 3aKYIIOK JJIsl FOCYIapCTBEHHBIX
Y MyHUIUNAIBHBIX HYXKJ JOIYyCKAeTCs yKa3aHUe Ha TOBAPHBIN 3HAKY ), MPAKTUKA UX IPUMEHEHUS
BBISIBUJIA CYILIECTBEHHBIE MTPOOEIIBL:

1. TlpaBwra ¢popMupoBaHUs NEPEUHEH MEIUIIMHCKUX U3ACIUNA U CIICIIUATH3UPOBAHHBIX
pOAYKTOB JeyeOHoro nmutanus B pamkax IlocranoBienus IlpaButensctBa PO ot
22.08.2023 Nel1368 ne padotatot. [lepeduennr He ObuT cHhOPpMUPOBAH HA MPOTIKECHUU
JBYX JIET C MOMEHTa BCTYIUIEHUS B cuiy nocraHoBieHus lIIpaBurensctBa PP n
[Tpukaza Munzapasa ot 13.10.2023 Ne550H.

2.  TlocranoBnenue IlpaBurensctBa P®D 09.04.2015 Ne333 B pamkax BO3MOXKHOCTHU
paclIupeHs HOBBIMU HO30JIOTUSIMU HE nepecmaTpuBaiiochk ¢ 2015 rona. OTcyTcTBYeT
MOHATHBIM MEXaHU3M IIEPECMOTPA.

3. OrcyTcTByeT NpaBOBOM MEXaHHW3M BBO3a HE3aPETHMCTPUPOBAHHBIX MPOAYKTOB
Je4yeOHOro THUTaHUs Uil JeTe ¢ peakumu (opdaHHbIMH) 3a00JEBaHUAMU T10
JKU3HEHHBIM ITOKa3aHUSM.

4.  OtcyTCcTBYeT MPEEMCTBEHHOCTh B O00OECMEYeHMHM TMAalMEHTOB C OpQaHHBIMU
3abonesanusgmu CITIII, gocturmmx 18 jer.
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5. OrtcyTcTBYeT 3aKoHOMaTenbHbIN MexaHu3M obecrieuenus CIUJIIT mererr mo 2-x ner,
nyxaatoruxcs B CIUIIT mo MenuuuHCKUM TOKa3aHUSM (aJuieprust IeTeil mepBoro
roJia )KU3HH).

Hroru xpyrioro croja mokasaid, 4TO TeMa CIENUATN3UPOBAHHOTO JIEYeOHOTO MUTAHUS
BBIIIIa HA YPOBEHBb CUCTEMHOM TOCYapCTBEHHOM 3a/1a4u, TPEOYIOIICH COTJIaCOBAaHHBIX JCHCTBUM
MuHn3zapaBa, perHoHaNIbHBIX BJacTeil, HAyYHOrO COOOIIECTBa M OOIIECTBEHHBIX OpPraHU3ALUM.
YyacTHUKM TOAPOOHO TPOAHATUZUPOBAIM JAECUCTBYIOUIYIO HOPMAaTHUBHYIO 0a3y, BBISBHIU
KIIFOYEBBIC MPOOENTBl W TPOTHUBOPEUHS, a TakKe MPEICTABUIN YCIEIIHBIE pPEerHOHaIbHBIC
MPAKTUKH, KOTOpbIE MOTYT OBbITh MaciiTaOHpoBaHbL. bBbIIO MOgUepKHYTO, YTO O€3 YEeTKOro
pasrpaHuYeHusl TMOHATUM, MPO3PAUHBIX MNPOLEAYpP HA3HAUYECHHUS] M YCTOMYMBBIX MEXaHU3MOB
¢buHaHCUpPOBaHUS O0ECTIEUUTh pPaBHBIM JOCTYN NAIMEHTOB K HEOOXOAMMOMY MUTaHUIO
HEBO3MOXKHO. B TO e BpeMsi MpOo3BydYal KOHKPETHBIC MPEAJIOKEHHUS, KOTOPbIE MOTYT OBITh
ONEPATUBHO pEAJU30BAHbl IPU HAIMYMAHA IOJUTHYECKOM BOJIM W MEKBEIOMCTBEHHOU
KOOpPIUHALINH.

Oxunaempie 3QdEKTsl 0T peanu3aluy NPEUIOKEHHBIX MEp HOCST MHOTOIIaHOBBIM
XapakTep U 3aTParuBalOT KaKk MEAMIIMHCKHUE, TaK U COLUAIbHO-3KOHOMHYECKHE acleKThl. Jliis
NAlAEHTOB A3TO O3HAYaeT CHI)KCHHE pHUCKA OCJIOXHEHHUW, YIJIYYIICHHE KAauecTBA IKU3HH,
COXpaHEHHE PeadMIUTAIMOHHOTO MOTEHIMAIa ¥ YMEHbBIIEHNWE YaCTOThI TochmuTanm3anuid. Jlis
ceMel — CHIKeHHne (MHAHCOBOM HArPy3KH U MPAaBOBOM HEOIIPEICICHHOCTH, CBSI3aHHOM C TOMCKOM
U IPUOOpPETEHUEM CIICIIUATU3UPOBAHHBIX MPOAYKTOB, B TOM YHCJIE HE3apEeTrUCTPUPOBAHHbIX. Jl1ist
CUCTEMBbI 3JpPAaBOOXPAHEHUSI U COLHMAIBHBIX CIIy)kKO — Oojee palHMOHAIbHOE HCIOJIb30BaHUE
pPEeCypcoB, COKpalleHuEe 3arpaT Ha JOPOrOCTOSINEe JI€YEHHE TMOCHEACTBUNA HYTPUTHBHOMN
HEJOCTAaTOYHOCTU U TOBBIIIEHHE 3(PPEKTUBHOCTH MPOrpaMM HEOHATAJIBHOTO M PACIIUPEHHOTO
CKpUHUHTA. B MONTOCPOYHON MEPCHEKTHBE 3TO CHOCOOCTBYET CHIDKEHUIO MHBATUAM3AIUN U
OoJjiee yCHEnIHOW CONMAJIbHOW WMHTETpalid JeTeld ¢ XPOHHUYECKUMHU ©  ophaHHBIMU
3200JICBaHUSIMH.

JanpHelime mard, o0O3HAYEHHBbIE YYaCTHUKAMM, MPEINOoNaraloT Kak paldoTy Hal
U3MEHEHUsSMU B (elepalbHOM 3aKOHOAATENhCTBE, TaK W AKTUBHM3AIMIO PErHOHAIbHON
HOPMOTBOPYECKON JeATEIbHOCTU. Takke MpEeAsIOKeHO OpraHM30BaTh B OJIMKaMIIMe MecsIibl
MEXBEJJOMCTBEHHOE COBEIIaHHE C ydacTheM MuHnpocBeuieHuss 1 MUHTpyJa, MOCBSIIEHHOE
o0ecrevyeHnIo JIeyeOHbIM MMUTAaHUEM JeTel B IIKOoJaX, JEeTCKUX CaJaXx W MHTepHarax. BaxHbIM
AJIEMEHTOM CTaHET COOp M aHalu3 JAHHBIX O PEAlbHOM YHCIIE TAIMEHTOB, HYXKIAIONIMXCS B
CHEUAIM3UPOBAaHHOM NUTAaHUM, 4YTO TO3BOJUT OOOCHOBAaTh KOPPEKTHPOBKY HOPMATHBOB
(buHAHCUPOBAHUS U MEPEUYHEN TPOIYKTOB.

Y4acTHUKM MOAYEPKHYJIM, YTO YCIIEX HAMEYECHHBIX W3MEHEHUU BO MHOTIOM 3aBHCHUT OT
YCTOWYMBOTO JUAJIOTa MEXIY TOCYAapCTBOM U TpaxkaaHCKUM oOmecTBoM. OOIecTBEHHBIC
OpraHM3aly, TMalueHTCKue OObeAUHEHHUs U NpodecCHOHaIbHbIE aCCOLMAlMd TOTOBBI
MPOJOIKATh JKCIIEPTHOE COMPOBOXKIEHUE pedopM, MPEeAOCTaBIATh JAaHHBIE C «IIOJS» U
y4acTBOBAaTh B pa3pabOTKe KIMHUYECKUX PEKOMEHIalui U METOAMYECKUX MaTepuaioB. B cBoio
ouepellb, OT QeAepATbHBIX M PErHOHATIBHBIX OPTaHOB BIIACTH OKUIACTCS HE TOJIBKO MPHUHSATHE
HOBBIX HOPMAaTUBHBIX aKTOB, HO U KOHTPOJIb UX MCIOJHEHNS Ha MECTax, C YYETOM paHee JaHHBIX
NOpYYeHHUH M peKoMeHaaluii, B ToM uncie Ha ypoBHe CoBera @enepanuu. Takum obpazom,
KPYTJIBIA CTOJ CTaJl BaXKHBIM I1aroM K (OpMHUPOBAHUIO LIETIOCTHOM CHCTEMBI JIEUeOHOTO MUTAHMUS,
B KOTOPOW HMHTEPECHl MalMeHTa U TpeOOBaHUS MOKA3aTEIbHOW METUIIMHBI OyIyT IMOJIOKECHBI B
OCHOBY YIIPaBJI€HYECKUX PELICHUN.

Otmeueno, urto k 2026 roxmy 1enecooOpa3sHO TOJOUTH C YXKE peaTu30BaHHBIMU
KJIFOYEBBIMU MHUIIMATUBAMU, YTOOBI OHU MOTJIM OBITh OTPAa’KEHBI B CTPATETHMYECKUX JTOKYMEHTaxX
U, NPU BO3MOXXHOCTU, B MPE3UJICHTCKOM MOBECTKE. YUYACTHUKHU JIOTOBOPHIJIMCH HCIIOIb30BAThH
momankun Konrpecca manmenToB, CoBera denepanuii ¥ OOIIECTBEHHBIX OpraHU3AMN IS
PEryJISIpHOTO MOHUTOPUHTA MPOTrPecca U aKTyaTUu3alK PE30JTIOLHMA.



Tem campiM OblIa 3aUKCHUpOBaHA O0IIAs OTBETCTBEHHOCTh BCEX CTOPOH 3a TO, YTOOBI
MPaBo MalMeHTa Ha CIEeNUaTN3UPOBAHHOE JIedeOHOEe MUTAHKUE MEePecTano ObITh MeKiIapanuen u
CTaJI0 peaJIbHOM, TApaHTUPOBAHHOM MPAKTUKOM MO BCEH CTpaHe.

Y4YacTHUKU KpPYIJOro CTOJNAa OTMETHJIM HEOOXOJUMOCTh BHECEHUS HM3MEHEHUH W
JOTIONTHEHUH B JIEMCTBYIOIIEE 3aKOHOIATENIbCTBO, U PEKOMEHIYIOT:

IIpaBureascrBy Poccuiickoii ®enepauun, MUHHCTEPCTBY 3APaBOOXPAHEHUA

Poccuiickoii @enepaunu:

1.  IlpuHATh CpOYHBIE MeEphl MO MpakTH4YecKoW peanuzauun [locTaHoBIEHUS
[IpaButensctBa P® or 22.08.2023 Nel368 «O6 yrtBepxkaenuun I[IpaBun
dbopMUPOBaHUS TIEPEUHST MEAUIIMHCKUX U3EIHNA, CIICIIHATN3UPOBAHHBIX MTPOTYKTOB
Je4eOHOro MUTaHUS, HEOOXOIMMBIX JJIi HA3HAYCHUIO MAlMEHTYy MO METUIUHCKUM
MOKAa3aHUsIM (MHIWBUyallbHAS HETIEPEHOCUMOCTb, MO KU3HEHHBIM MMOKA3aHHIM) IO
pelieHn0  BpaueOHOW KOMHUCCUH, KOTOpoe (uUKcHpyeTcss B  MEAMIMHCKON
JMOKYMEHTAIlMU TMAallMeHTa U JKypHalie BpaueOHOW KOMHUCCHH, B OMUCAHUH KOTOPBIX
IpU OCYILIECTBICHUU 3aKYMOK MJIi TOCYJapCTBEHHBIX U MYHHUIMIIAIBHBIX HYX]
JIOIIyCKaeTCsl yKa3aHME Ha TOBapHbIM 3Hak» U llpukasa MunsnpaBa Poccuum or
13.10.2023 No550n «O06 yTBepx)aeHuu [lonoxeHus 0 MEKBETOMCTBEHHOW KOMHCCHHU
no (GopMHpPOBAHUIO TEpPEYHS MEAUIIMHCKUX W3JACTHH, CHeIHalIN3HPOBAHHBIX
MPOJYKTOB JIeYeOHOTO MUTAHUS, HEOOXOAUMBIX Ui Ha3HAUCHUS TMAlMeHTy II0
MEIUIIMHCKUM TOKa3aHUsIM (MHIUBHUAYaJbHAs HEMEPEHOCHUMOCTb, MO >KU3HEHHBIM
MOKa3aHUsM) 10 PEIICHUIO BpauyeOHOM KOMHCCHHM, KOTOpoe (UKCHPYETCS B
MEAWIIMHCKOW JTOKyMEHTAllUM TMAalMeHTa W KypHalle BpayeOHOW KOMHCCHH, B
ONMCAHUU KOTOPBIX TMPH OCYIIECTBIECHUH 3aKYyMOK [UIsi TOCYJAapCTBEHHBIX H
MYHUIUIIATBHBIX HYX TONMYCKAETCsl yKa3aHUE Ha TOBapHBIN 3HAKY.

2. Paccmotperts Bompoc o pacmmpenun [lepeuns 3ab6oneBanuii, perTaMeHTUPOBAHHOTO
[Tocranosnenuem IlpaBurenscTBa Poccniickoit ®deneparnuu ot 9 anpens 2015 r. N 333
“O0 yTBepKIeHWU TIpaBUJ (OPMHUPOBAHMS TIEPEUHS CIECIHATU3UPOBAHHBIX
MPOJYKTOB JIEYeOHOTO MHUTAHUS IS AeTel-uHBAIUI0BY. [Ipennaraercss pacmpurhb
[lepedenHp crneayrONMMU HO30JOTHSIMH: 3a00JIeBaHHS (COCTOSIHHS), CBSI3aHHBIC C
HEIOCTaTOYHOCThIO  OMOTMHHMIA3bl, cuHApoM gAedpuuura GLUTI, pedumut
TUMUJIUHKUHA3bl 2, HapylleHWe I[uKiIa MouyeBHHBI, bosiesnp Kpona, boiie3Hb
HakoruieHns Timkorena Tun 0, la w 1b, I, VI IX, Hedumur
NUPYBaTACTUIPOreHa3HOrO KOMILIeKca, BpoxaeHHass ManbaOcopOIusi TIIHOKO3bI-
rajaakTo3bl, BpoxaeHHbIH Oye3HbII 3IUIEPMOIIU3, Hexkerornueckas
runepriounuaemus, Cuaapom Jlemnu-Cmuta-Onuna, a Takxke ONpeieIuTh MEXaHU3M
perynsipuoro nepecmotpa [lepeuns 3aboneanuii. Cocras 3a0oneBanuii B [lepeune ne
nepecmarpuBaics ¢ 2015 roxa.

3.  IIpemycMmoTpeTb MeXaHU3MBbI OOECIICUEHUs MAIIMEHTOB cTapiie 18 neT, cTpagaromiue
penkumu  (opdaHHBIMH)  3a00JICBaHUSMH, TOXKM3HEHHOHW  TATOTCHETUYECKOU
TUETOTepanueld TPOAYKTaMU CHEIHATU3UPOBAHHOTO JIEYEOHOTO TMHTaHUS BHE
HE3aBHCHMOCTH OT CTaTyca «MHBAIU WU «HE UHBAIUY.

4.  Pa3paboTarh M yTBEpIUTHh OTICIBHBINA MOPSIOK HA3HAUEHUS CIICIUATH3UPOBAHHBIX
MPOIYKTOB JIEYEOHOTO TMHTAHHS, MO aHajoruu ¢ mnpukazoM Nel094-H s
JIEKAPCTBEHHBIX TMpENnapaToB, C YETKUM OIHUCAHMEM pOJIeH Jieyallero Bpada u
BpaueOHON KOMHCCHH.

5. YTOYHUTHb U HOPMATHBHO 3aKPENHUTh TEPMUHOJIOTHIO B cepe JIedeOHOro MUTaHUS,
BKJIIOYAsl ONpPENEICHUS (OKU3HEHHBbIE TMOKa3aHUs», «rpylmna CHelralu3upOBaHHbBIX
MPOJIYKTOB JIEUeOHOTO MUTAHUS) U KPUTEPUU UX TPUMCHECHHSL.

6.  Pacmmputh nepedeHb 3a00JIeBaHUN U CHEIUATU3MPOBAHHBIX MPOJYKTOB JIEYEOHOTO
NUTaHUs B IIOCTaHOBJIEHUM mpaBurenbcTBa Ne333 u pacmopsbkenun Ne3551-p c
y4€TOM JAaHHBIX HEOHATAIbHOTO M PACHIMPEHHOTO0 HEOHATAIbHOIO CKPUHUHTA U
MPEJIOKEHUI MPOPIIBHBIX HAYYHBIX IIEHTPOB.



NaunuupoBath BHECEHHME W3MEHEHUW B mocraHoBieHue Nel368, ycTraHOBUB
npo3payHble KpUTepun 000CHOBAHHOCTHU 3asBOK Ha BKiroueHue CIUJIIT B mepeueHn
JUTSL 3aKYIIOK IO KM3HEHHBIM MMOKa3aHUSM M PerjiaMeHT paboThl MEKBEJOMCTBEHHOMN
KOMUCCHH.

[logroToBuTs W yTBEPAUTH  PETJAMEHT  BBO3a  HE3apETrMCTPUPOBAHHBIX
CTHELUATU3UPOBAHHBIX MPOIYKTOB JICYEOHOTO MUTAHUS 10 KU3HEHHBIM TOKA3aHUSAM,
[0 AHAJIOTMM C TMOPSAKOM BBO3a HE3aPErMCTPUPOBAHHBIX JIEKAPCTBEHHBIX
IIpEnapaToB.

IIpaButenncTBy Poccuiickoit Menepanun, PegepanbHoii ciayxde Mo HaA30py B chepe
3alUThHI MPAB MOTPeOUTe el U 0J1aronoyyus YeJoBeKka, MUHMCTEPCTBY 3IpaABOOXPAHEHUS
Poccuiickoii @enepaunu:

1.

[IpenqycmoTpeTs  BO3MOXHOCTh  CO3/IaHHMsI ~ HOPMATUBHO-IIPABOBBIX  aKTOB,
MO3BOJIAIOIIMX BBO3 HE3aPETUCTPUPOBAHHBIX TMPOAYKTOB CIELUATHU3UPOBAHHOTO
Je4eOHOr0 MUTAHUS ISl MAlMEHTOB C PEIKUMHU 3a00JIEBAaHUSMHU IO >KHU3HECHHBIM
MOKAa3aHUSM.

IIpaBureancTBy Poccuiickoit ®@egepanun:

l.

Pa3zpaboTaTs MephI TOCY1apCTBEHHOM MOIIEPIKKHU B BUIE TOCYAAPCTBEHHBIX TapaHTHI
OKa3aHUs OECIIaTHONW METUITMHCKOM MOMOIIM JETSIM 10 2-X JIeT, HE SBISIOIUXCS
WHBAJIMIaMH, HO HYXJAIOMKUMCS MO >KM3HEHHBIM WM COLUAIbHBIM MOKA3aHHUSIM B
MOJTyYEeHUH CICIHATU3UPOBAHHOTO MTUTAHUS (HAIIPUMEP, JIETAM C THKEIod (hopMoit
aTOMUYECKOTO JepMaTUTa, ajlieprueii Kk 6ekamMm KOpoBHETO MOJIOKA, IETSAM C TSDKEIIOM
MOJIMBAJICHTHOU aJuieprueil).

PernonaabHbIM MHHHUCTEPCTBAM U J€MMapTAMCHTaM 3APaBOOXPAaHCHUA:

1.

[IpuHATH pernoHanbHbIE HOPMATUBHBIC AKThI, YCTAaHABIUBAIOIINE MEPBI COLIUAIBHON
HOAJCPKKH 10 OOECHECYCHUIO CIEHUATN3UPOBAHHBIMU IPOJYKTAMU JIedeOHOTO
NUTaHUuA z[eTeﬁ " B3pPOCJIbIX, B TOM YHUCJIC BHC CTaTyCa MHBAJIMJHOCTHU, [TPU HAJTUINU
MEIMIUHCKUX TTOKa3aHHH.

ObecnieunTh peanu3almio MOJ0KEHUH MPOrpaMMbl TOCYJapCTBEHHBIX TapaHTHH B
4acTH OOECHECUYCHUs IMalIMaTUBHBIX MAlMCHTOB JieueOHBIM INUTAHHEM Ha JOMY,
3aKpenuB MOPSI0K, IEPEUHN IPOJAYKTOB U HICTOUHUKU (PMHAHCUPOBAHMUS.
Pa3paborare W  BHEAPHTH  MEXaHU3MBl  KOMIICHCAlMM  PacXolOB  Ha
CIIeUATM3MPOBaHHOE JIe4eOHOe MUTaHUe (110 aHAJIOTHU C MPaKTHKON CaxaiumHCKOU
obnmacti) sl TAIMEHTOB, KOTOPBIM 3aTPYIHHUTENBHO II0Jy4aTh IIPOAYKTHI B
HaTypajibHOH (popme.

OpraHn3oBaTh CHUCTEMHBIH COOp W aHalW3 JAHHBIX O 4YHCJIEe MalUeHTOB,
HYXXJAIOINXCS B CHEIUAIM3HPOBAHHOM JICUeOHOM IUTAaHUM, BKJIIOYAs JETeH B
IIKOJIaX, JEeTCKUX cagax ¥ MHTePHATaX, W YYUTBHIBAWTE OTH JaHHBIC NPH
IIJIAHUPOBAHUM 3aKYIIOK.

[ToBbIcHTh MHGOPMUPOBAHHOCTh MEAUIIMHCKHX PAOOTHHKOB, OPraHOB COIBALIUTH U
00pa30BaTEeNbHBIX YUPESIKICHUN O JEUCTBYIOIUX PETHOHAIBHBIX MEpax obecredeHus
JIe4eOHBIM ITUTaHHEM U AJITOPUTMAaX MapLIPYTH3AIMH ITal[HEHTOB.

Hay4Ho-ucci1e10BaTe/IbCKHM IEHTPaM U MPogeccHOHATbHOMY COO0IIEeCTBY:

1.

[TonroToBUTH 1 OOHOBUTH KIMHUYECKHE PEKOMEHAAINH U CTAaHAAPThl METUIIUHCKOM
IIOMOILIM IO HO30JIOTUSIM, TJE CIEHUAIN3UPOBAHHOE JieueOHOE MHUTAHUE SIBIISIETCS
KIIIOYEBBIM 3JIEMEHTOM TEpaIuy, C SBHBIM YKa3aHHEM IMOKa3aHUil K MPUMEHEHUIO
CIUIIL.

[TpoBectu KIIMHUKO-3KOHOMHYECKHE UCCIIEZIOBAHMUS ¢ dexTuBHOCTH
CHEIUAM3UPOBAHHBIX MPOAYKTOB JICUEOHOTO MUTaHUS Tpu  OppaHHBIX U
XPOHUYECKUX 3a00JICBaHUAX I OOOCHOBAaHMSI WX BKJIIOUEHUS B (eaepaibHbIe U
pErHOHANbHbBIE IEPEYHH.

ChopmupoBath u TmpeAcTaBUTh B MuH3apaB Poccum KOHCOMMIMPOBAHHBIE
DKCIEPTHBIE 3aKiItodeHus 1o BKiIrodeHHIo B nepedyHu CIUIIT nns ramkoreHosos,



Oone3an Kpona, HapymieHWH NHUKIAa MOYEBHHBI M JPYTUX PEAKUX 3a00JICBaHUM,
00CYX/IaBIINXCS HA KPYTJIOM CTOJIE.

Pa3zpaboraTe MeTOaMYECKHE pEKOMEHAAlMU IO BEACHHUIO MAIlEHTOB C OelKOBO-
3HepreTqucxoﬁ HEOOCTAaTOYHOCTBIO, BKJIHOYasda AJITOPUTMBI Ha3HA4YCHUA
CHEUaI3UPOBAHHOTO JIeUeOHOr0 MUTAaHUs B CTallMOHApE U aMOyJIaTOpHO.

COB,Z[aTb CUCTCMY MOHUTOpPHHIAa HCKCIATCIbHBIX peaKI_II/Iﬁ H TCPCHOCUMOCTU
CHeHaIN3UPOBAaHHBIX TPOAYKTOB JIe4eOHOT0 MUTAHUS C TOCTEAYIOLIEH TOArOTOBKOM
MPEAJIOKEHUH IO COBEPIIEHCTBOBAHUIO COCTABA U aCCOPTUMEHTA MPOIYKTOB.

OO01mecTBeHHbIM OPraHU3AUMAM U MANUEHTCKUM 00beIMHEHUSIM:

1.

[IpogomKuTh  CONMPOBOXKIATh MAIMEHTOB W HUX CEeMbHM B  TOJYYCHUU
CHELMATU3UPOBAHHOIO JIEYeOHOIO MUTAHMs, BKJIIOYAs IOMOIIL B OpPraHU3ALUU
BpaueOHBIX KOMHCCUH, OOpalIeHHUsX B OpPraHbl BIACTH U, NPU HEOOXOAWMOCTH,
CyneOHOH 3amuTe Ipas.

WuununpoBate 00IIECTBEHHBIE 00CYKICHHS M 3KCIIEPTHBIC TUIOMIAKU C Y4acTUEM
MuH3paBa, perHOHaIBHBIX OPraHOB BJIACTH U NPO(PECCHOHATIBHBIX COOOIIECTB A
IPOABMKEHMS ITpeAIoKkeHuH 1o paciuupenuto nepeuneit CIUIIT u Hozonoruid.
Opranus3oBaTh HMH(OPMAIMOHHBIE KaMIIAHWW JUIsI MAIUEHTOB M Bpaded o
NEHCTBYIOIIMX ~MEXaHU3Max oOecredeHus JIe4eOHBIM IUTAaHHEM, BKJIIOYas
(enepanbHbIe U PETHOHAIBHBIE MEPBI COLIUATBHOM MOAIEPHKKH.

VYyacTBOBaThH B cOOpE U CUCTEMATU3ALUHU JTAHHBIX O Ae(UIIUTE CHIeIUATU3UPOBAHHBIX
IIPOAYKTOB JIe4eOHOr0 MUTAHUS B PETMOHAX M HaIpaBisiiTe 0000IIEHHBIE OTYETHI B
npo¢MIbHBIE MUHUCTEPCTBA U MAPIAMEHTCKUE CTPYKTYPHIL.

CopelicTBOBaTh BKIIIOYEHUIO BOIPOCOB JIEYEOHOrO NMUTAHMS B MOBECTKY KPYIMHBIX
OOIIECTBEHHO-TIOIUTUYECKUX MEPONpUATHIl M oOpamaiitech K QenepaibHbIM
OpraHaM BJAacTH C IPEIIOKEHUAMHU IO KOHTPOJIO HUCIOJHEHUS YK€ NPHUHATBHIX
peLeHui.



