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PE30JII0OUA
Kpyraoro crona Ne32
«Pa3BuTHE 3aKOHOAATEILCTBA B 00/1aCTH 00ecTeYeHUsI MAMEHTOB NMPOAYKTAMH
CHeNHAJIN3UPOBAHHOTO JiedyeOHoro mutanus (CILJII)»
XVI Bcepoccuiickuii Konzpecc nayuenmoe
Poccun, Mockea, 21 noaopsa 2025 zooa

21 Hos0ps 2025 roga B r. MockBa B pamkax X VI Beepoccuiickoro KOHrpecca MmaieHToB
«BexTop pa3BUTHA: MAMEHT-OPUEHTHPOBAHHOE 3/IpaBOOXpaHEHHE» cocTosuics Kpyrisiil croin
«Pa3BuTHE  3aKOHOAATENbCTBA B OONacTH  oOecCrleueHWss  MAHMEeHTOB  MPOIYyKTaMH
cneruanusupoBaHHoro jgeueoHoro nutanus (CILIIT)».

Ha xpyriiom crone oOcyknaiuch BONPOCHI COBEPILIEHCTBOBAHUS 3aKOHOJATENIbCTBA B
OTHOILIEHUHU obecnieueHus rpaxkaad PO cnennann3upoBaHHBIMU TPOAYKTAMU JIEYEOHOTO TUTAHUS
(CIUIIIT). DOkcmepThl OTMEYAIOT CYIIECTBYIONIYIO B cyObekTtax P® mpakTuky OTKa30B
PETHOHANBHBIX BJIACTEH B 3aKyNKax CHEUATU3UPOBAHHOIO JICUEOHOTO IUTAHMUSA JETAM-
MHBAJIMJIAM 10 MEIUIMHCKUM T[OKa3aHWsAM, Jake MpU HaJU4YUU 3aKJIIOUEHUs BpaueOHOU
KOMMCCUU U, COOTBETCTBEHHO, Ha YYaCTUBIIYIOCS B MOCIIEIHEE BPEMS BBIHYKIECHHYIO NMPAKTHKY
oOpallleHuil poauTenel B CyJbl, UCHOIHEHMS 3aKYNOK C 3aJ€p>KKOM HCHOJHEHHS CyAeOHBIX
pelIeHU OT HECKOJBbKUX MECSILEB 10 T0/a, KOTOpble BEAYT K CYIIECTBEHHOMY YITYLICHHIO
BPEMEHHU ISl CBOEBPEMEHHOTO OKa3aHUs TIOMOITH PEOCHKY.

OOcyxaeHbpl ~ IpoOJEeMHbIE  BOMNPOCHI  HOPMATHUBHO-IPABOBOIO  PETyJIHMPOBAHMS
oOecrieyeHHs] MAalMEHTOB CIEUHUAIU3UPOBAHHBIM JIEYEOHBIM MHMTAHUEM [0 MEIUIUHCKUM
nokazaHusM. HecMoTps Ha HajauMuue HOPMATUBHBIX NMPaBOBBIX akToB (PenepanbHBIN 3aKOH OT
21.11.2011 Ne323 «OO ocHoBax OXpaHbl 3710poBbs TrpaxkaaH B Poccuiickoin denepauuu,
[TocranoBnenue IlpaBurensctBa P® 09.04.2015 Ne333  «O6 yrtBepxkaenun IlpaBun
(GopMHUpOBaHUS MEPEUHsI CHEIHATN3UPOBAHHBIX MPOAYKTOB JIEYEOHOTO MUTAHUS i JETeH-
uHBanua0B» 1 [Tocranosnenue [IpaButenscra oT 22.08.2023 Ne1368 «O06 yrBepxaenuu [Ipasuin
(bopMHpOBaHUS TEPEUHS MEIUIUHCKUX H3/AEHA, CIIeHUAIN3UPOBAHHBIX MPOAYKTOB JICYEOHOTO
IUTaHUs, HEOOXOAUMBIX Ul HA3HAYCHUIO TAIIMEHTY 10 MEJUIIMHCKUM ITOKa3aHUAM IO PELICHUI0
BpaueOHO KOMUCCHH, B OMUCAHUU KOTOPBIX IPH OCYIIECTBICHUH 3aKYTIOK JJIsl FOCYIapCTBEHHBIX
Y MyHULMNAIBHBIX HYKJ AOIYCKaeTCs yKa3aHHe Ha TOBApHBIM 3HAK» ), IPaKTHKA UX IPUMEHEHHUS
BBISIBUJIA CYIIIECTBEHHBIE MTPOOEIIBI:

1. TlpaBuna ¢popMHUpOBaHMS IEPEUHEH MEAUITUHCKUX M3ACIMA M CTICIUATU3UPOBAHHBIX
IPOAYKTOB JieuyeOHoro nmutanus B pamkax IlocranoBnenust IlpaButensctBa PO ot
22.08.2023 Nel1368 ue padotarot. [lepeduennr He ObuT cHhOPMUPOBAH HA MPOTHKCHUH
JBYX JIET C MOMEHTa BCTYyIUIEHUS B cuiy nocraHoBieHus lIpaBurensctBa PP u
[Tpukaza Munzapasa ot 13.10.2023 Ne550H.

2.  IlocranoBnenue IIpaBurensctBa P® 09.04.2015 Ne333 B pamkax BO3MOXXHOCTH
pacuMpeHysi HOBBIMHU HO30JIOTHAMU He niepecMmaTpuBaiioch ¢ 2015 roma. OTcyTcTBYyeT
MOHSITHBIN MEXaHU3M IIEPECMOTPA.

3. OtcyTcTBYyeT MpPaBOBOM MEXaHM3M BBO3a HE3aPETMCTPUPOBAHHBIX MPOAYKTOB
JeyeOHOTO THUTaHus UId JAeTel ¢ penkumu (opdaHHbIMH) 3a00J€BaHUAMHU I10
’KM3HEHHBIM IIOKA3aHUSAM.

4.  OtcyTcTBYeT MPEEMCTBEHHOCTh B OOECMEYCHHH TMAlMEeHTOB C OpQaHHBIMU
3abonesanusmu CITJII, nocturmmux 18 aer.
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5. OtcyTcTBYeT 3akoHOMaTeNbHBIN Mexanu3M obecrieuenust CITIIT mereit mo 2-x ner,
nyxnaromuxcs B CIUIIT mo MeaunuHCKUM MOKa3aHUsIM (ajuIeprusl IeTeld TepBOro
roJia >KMU3HH).

WToru xpyrioro ctojia nokasajiu, 4YTo TeMa CIEHUATU3UPOBAHHOIO JIE4EOHOrO MUTaHUS
BBIIIUIA HA YPOBEHb CUCTEMHOM TOCYAapCTBEHHOM 3a/1a4H, TPEOYyIOIIel COriIacoBaHHbIX IEHCTBUNA
MuH31paBa, perHOHANbHBIX BJIACTEH, HAYYHOrO COOOIIECTBA M OOIECTBEHHBIX OpPraHU3aLUil.
Y4acTHUKH MOJIPOOHO MPOAHAIM3UPOBAIM JICHCTBYIOUIYI0O HOPMATHUBHYIO 0a3y, BBISBUIH
KJIIOYEBbIE MPOOENbl W TMPOTUBOPEYMs, a TakKe MPEACTaBWIN YCIEIIHble PErHOHAJIbHBIE
NpPaKTUKH, KOTOPbIE MOTYT OBITh MAacIITaOUpOBaHBI. BBIIO MOAYEpKHYTO, 4TO 0O€3 YETKOro
pasrpaHUYeHUs] TOHATUH, NPO3PAYHBIX NPOLEAYP HA3HAYEHUS U YCTOWYMBBIX MEXAHH3MOB
¢uHaHCUpOBaHUA OOECTIEYUTh paBHBIA JOCTYINl TMAlMEHTOB K HEOOXOJUMOMY IHTAaHUIO
HEBO3MOXXHO. B TO e Bpems Nnpo3Bydalu KOHKPETHBIE MPEIOKEHUS, KOTOPble MOTYT OBITh
ONEPAaTUBHO pEAJM30BaHbl MNP HAIUYMM IOJUTUYECKOW BOJIM U  MEXKBEIOMCTBEHHOMU
KOOPAMHALIHH.

Oxunaemble 3(Q(GEKTsl OT pealn3alud IMPEUIOKEHHBIX MEp HOCAT MHOTOIUIAHOBBIH
XapakTep M 3aTParuBalOT KaKk MEAMIMHCKHE, TAK U COLUAIbHO-DKOHOMUYECKUE acleKThl. Jlis
NAIMEHTOB 3TO O3HAa4aeT CHI)KEHHWE PHUCKA OCJIOKHEHUM, YIJIyYIIEHHWE KauecTBa JKU3HH,
COXpaHEHHE peabMIMTALMOHHOIO MOTEHIHMANa U YMEHBIIEHNEe 4acTOThl rocnutanusanui. [ns
ceMeil — CHIKeHHe (pUHAHCOBOM HAarpy3KU U IPaBOBOW HEOTIPEIETIEHHOCTH, CBSI3aHHOM C TIOMCKOM
U IPHOOPETEHUEM CIIELUAIN3UPOBAHHBIX TPOAYKTOB, B TOM YHCJIE HE3apErUCTPUPOBAHHBIX. [Jis
CHCTEMBI 3pAaBOOXPAHEHUS M COLHMAIBHBIX CIIy’)KO — Oosiee palloHAIBHOE HCIIOIb30BaHHE
pecypcoB, COKpallleHHWEe 3aTpaT Ha JOPOTOCTOAINEE JIEYCHHE IOCIEACTBUM HYTPUTHUBHOU
HEIOCTaTOYHOCTH M TOBBIIIEHHE 3(PPEKTUBHOCTH MPOrpaMM HEOHATAJIBLHOTO U PACIIUPEHHOTO
CKpMHUHTa. B 101rocpo4Hoil mepcrekTuBe 3TO CHOCOOCTBYET CHMKEHHIO MHBAIMAM3ALMU U
Ooisee yCNEMIHOM COLMANbHOM MHTErpalMu JeTel ¢ XpOHWYECKMMHU U Op(aHHBIMU
3a00JIEBaHUSMH.

JanpHeime 1maru, o003HauEHHBbIE YYAaCTHMKAMH, MNpPEINONaraloT Kak paboTy Haj
U3MEHEHHAMH B (enepanbHOM 3aKOHOJATENbCTBE, TaK W AaKTHBH3ALMIO PETHOHAIBHOU
HOPMOTBOPYECKOH AesTenbHOCTH. Takxke NpeJIo’KeHO OpraHu30BaTh B OJDKaHIINE MECSIbI
MEXXBEJOMCTBEHHOE COBEIllaHHWEe ¢ ydacTueM MuHmpocBeneHuss 1 MUHTpya, MOCBAIEHHOE
o0ecrieyeHHIO JIe4ueOHBIM MUTAHUEM JIeTell B IIKOJaxX, AETCKUX cajaX W MHTepHaTax. BakHpiM
DIIEMEHTOM CTaHEeT cOOp M aHaJM3 JaHHBIX O PEaJbHOM YHCIIE MAIEHTOB, HYXKIAIOIIUXCS B
CHELMATU3UPOBAHHOM TNHMTAaHUHM, YTO MO3BOJIMT OOOCHOBAaTh KOPPEKTUPOBKY HOPMAaTHBOB
(uHAHCUPOBAHUS U NEPEUHEN TPOTYKTOB.

Y4acTHUKM NOTYEPKHYIH, YTO YCIIEX HAaMEYECHHBIX U3MEHEHUIl BO MHOTOM 3aBHCHUT OT
YCTOMYMBOTO JMAJOTa MEXIY TOCYIapCTBOM M TpakIaHCKUM oO0miecTBoM. OOIIecTBEHHBIC
OpraHu3aly, NalUeHTCKHEe OObeAWHEHHs U Mpo(decCHOHANbHbIE acCOLHMAlUUd TOTOBBI
IPOJOKATh SKCIIEPTHOE CONPOBOXKIEHUE pPe(OopM, NPEeAOCTaBIATh AAHHBIE C «IIOJSD» U
y4acTBOBAaTh B pa3pabOTKe KIMHUYECKUX PEKOMEHJIAIMI 1 METOIMYECKUX MaTepuaioB. B cBoro
ouepesb, OT (eepaabHBIX U PETHOHAIBHBIX OPTaHOB BJIACTH OXKHIACTCS HE TOJIBKO MPUHITHE
HOBBIX HOPMATHUBHBIX aKTOB, HO U KOHTPOJIb UX UCIIOJIHEHUS HA MECTAX, C yY€TOM paHEe TaHHBIX
MOpy4YeHUN U peKoMeHAanuii, B ToM uucie Ha ypoBHe CoBera ®eneparnuu. Takum obpazom,
KPYIJIBIH CTOJI CTaJl BaXKHBIM 1IaroM K ()OPMHUPOBAHUIO LIEIOCTHON CUCTEMBI JIEUEOHOT 0 MUTaHUS,
B KOTOPOM HMHTEpECHl MalueHTa U TpeOOBaHUS JOKa3aTeNIbHON MEIUIMHBI OyayT MOJIOKEHBI B
OCHOBY YIIPAaBJICHYECKUX PEIICHUN.

Otmeueno, uro k 2026 roay 1enecooOpa3sHO MOAOHTH C YK€ pealu30BaHHBIMU
KJIFOYE€BBIMHM MHUIIMATHBAMU, YTOOBI OHU MOTJIM OBITh OTPa)KEHbI B CTPATETMYECKUX JOKYMEHTaX
U, IpU BO3MOYKHOCTH, B IPE3UACHTCKON IMOBECTKE. YYACTHUKH JIOTOBOPUIIUCH HCIOJB30BaTh
wiomankn Konrpecca namnuenros, CoBera ®exepanuu M OOLIECTBEHHBIX OpraHU3alMi is
PEryJIsIpHOTO MOHUTOPUHTA MIPOrpecca U aKTyaTu3aluu pe30T0Luil.



Tem cambiM Obla 3auKcHpoBaHa OOIIAsi OTBETCTBEHHOCTh BCEX CTOPOH 3a TO, YTOOBI
MPaBo MalMeHTa Ha CIeUHaIN3uPOBAHHOE JiedeOHOEe MUTAHUE MepecTano ObITh JeKIapalnuen u
CTaJI0 peaJbHOM, FapaHTUPOBAHHOM IIPAKTUKOM I10 BCEU CTPAHE.

Y4YacTHUKM KpYIJIOTO CTOJa OTMETWJIM HEOOXOJAMMOCTh BHECEHHS HW3MEHEHUH U
JIOTIOJIHEHUH B IEMCTBYIOIIEE 3aKOHOAATENBCTBO, U PEKOMEHIYIOT:

[paButennctBy Poccuiickoii Penepanuu, MuUHHCTEPCTBY 3ApPaBOOXPAHEHMS

Poccuiickoin Pegepauuu:

1. IlpusHsaTh CpoOYHBIE MEpHI MO MOpakTUUEeCKOM peanmu3auun [locTaHoBiIeHUA
[IpaButensctBa P® ot 22.08.2023 Nel368 «OO6 yrBepxxkaenuu [IpaBun
dbopMUpOBaHUS MEPEUHsT MEAUIIMHCKUX U3ENNUN, CIeIMATU3UPOBAHHBIX MTPOYKTOB
Je4yeOHOT0 MUTaHUs, HEOOXOAUMBIX JJIs HA3HAUYCHUIO MALUEHTY MO0 MEIUIMHCKUM
MOKa3aHUsAM (MHIMBUIYyalbHAsI HEMEPEHOCUMOCTb, MO KU3HEHHBIM MOKa3aHUSIM) IO
pelICHHIO BpaueOHOM KOMHCCHHM, KOTOpOo€ (HUKCHpPYETCS B  MEIUIIMHCKON
JIOKYMEHTAllMU TalMeHTa U KypHaje BpaueOHOW KOMHCCHM, B OIMHCAHUHM KOTOPBIX
IIPU OCYILIECTBJIEHHUU 3aKYyNOK AJI TOCYJapCTBEHHBIX M MYHHUIMIIAJIBHBIX HYX]
JIONyCKAeTCsA yKa3aHWE Ha ToBapHbIM 3Hak» W [lpuxaza MwunsnpaBa Poccum ot
13.10.2023 No550H «O06 yTBepxkaeHuu [lonoxeHNs 0 MEXBEIOMCTBEHHOH KOMUCCHH
no (GopMHpPOBaHHIO TMEpPEUHS METUIMHCKUX HW3JEINH, CHelHalu3upOBaHHbBIX
IPOAYKTOB JIe4YeOHOTO MUTAHUS, HEOOXOAWMBIX MJIi HA3HAUYEHHUS MAIMEHTY I10
MEIUIMHCKUM TOKa3aHUsIM (MHAMBHIyallbHAs HEMEePEeHOCHUMOCTh, MO YKU3HEHHBIM
MOKa3aHUAM) IO pEIICHUI0 BpauyeOHOM KOMHCCHH, KOTopoe (ukcupyercs B
MEIUIMHCKOW JTOKyMEHTAallMW TMalueHTa W JKypHale BpayeOHON KOMHCCHH, B
ONMCAHUU KOTOPBIX IPU OCYLIECTBJIEHUU 3aKYNOK JUIsl TOCYJAapCTBEHHBIX H
MYHUIHMIAJIBHBIX HYXKJI JTOIYCKAeTCsl yKa3aHUE Ha TOBAPHBIN 3HAK.

2. Paccmotpets Bompoc o pacuipenuu Ilepeuns 3a0oneBaHmid, peri1aMeHTHPOBAHHOTO
[TocTanosnenuem [IpaBurensctBa Poccuiickoit @eneparuu ot 9 anpenst 2015 r. N 333
“O06 yTBepKIAeHUH TpaBWil (HOPMHUPOBAHMS TEPEUHS CHEIHAIN3UPOBAHHBIX
IPOAYKTOB JIe4eOHOr0 MUTAHUA JUIs AeTel-uHBaNuI0B». [Ipeanaraercs paciivpurhb
[lepeuens crneAyrOMUMU HO30JOTHSIMH: 3a00JIeBaHUs (COCTOSIHHSA), CBSI3aHHBIEC C
HEIOCTaTOYHOCThIO  OMOTHMHHIA3bl, cuHApoM gAedumura GLUTI, pedummt
TUMHMJIMHKUHA3bl 2, HapyuieHue Lukiaa MoyeBuHbl, bone3ns Kpona, bonesns
Hakoryienus riaumkoreHa Ttun 0, la w 1b, I, VI, IX, [edumur
MUPYBaTACTUAPOreHA3HOTO KOMIUIeKca, BpokneHHas mambabcopOlus TITIOKO3bI-
rajakTo3bl, BpoxaeHnnslii OyJIe3HbII SMUAEPMOIIN3, Hexkerotnueckas
runepriounuaeMus, Cuagpom Jlemnn-Cmurta-Onuna, a Takke onpeaeaInTh MEXaHU3M
perymsipHoro nepecmotpa [lepeunst 3adoneBanuii. Cocras 3a0oneBanuii B [lepeune He
nepecmatpuBaics ¢ 2015 rona.

3.  IIpenycmoTpeTb MeXxaHU3Mbl OOECIIeUeHUs MallMeHTOB cTapiie 18 neT, cTpajaromiue
penkumu  (opdaHHBIMH)  3a00JIeBaHUSMHU, TOKUZHEHHOM  MAaTOTEHETHYECKON
JUEeToTepanued NpOAYKTaMU CHELHATU3UPOBAHHOIO JIEYEOHOrO MHTaHUS BHE
HE3aBUCUMOCTH OT CTaTyca «MHBAJIM/I» WIH «HE UHBAIUI.

4.  YTOYHWUTH U HOPMATHUBHO 3aKPENUTh TEPMHUHOJIOTHIO B cepe JeueOHOro MUTaHus,
BKJIIOYAsl OMNpPEACIICHUS <«OKM3HEHHBIE IMOKa3aHUsA», «TIpynna ClIeHHaIn3UPOBAHHBIX
MPOIYKTOB JIEYEOHOTO MUTAHUS» U KPUTEPHH UX IPUMEHECHHS.

5. Pacumputs nepedeHn 3a00I€BaHM U CHEIHMATU3UPOBAHHBIX MPOIYKTOB JI€4€OHOTO
MUTaHUA B TOCTAaHOBJIEHUU mpaButenbcTBa Ne333 u pacnopsokenun Ne3551-p ¢
Y4ETOM JaHHBIX HEOHATaJbHOTO M PACIIMPEHHOIO HEOHATAILHOIO CKPUHUHIA U
NPEUIOKEHUH MTPOQMITBHBIX HAYYHBIX IIEHTPOB.

6.  MHunuupoBaTh BHECEHME HW3MEHEHMH B nocraHoBieHHe Nel368, ycraHoBHB
MpO3payvHbie KpUTEpUU 000CHOBAHHOCTH 3asiBOK Ha BKiItoueHue CIIJIIT B mepedyeHn
JUTSI 3aKYTIOK IO KM3HEHHBIM MOKa3aHUAM M PErJIaMeHT paboThl MEKBEJOMCTBEHHOMN
KOMUCCHH.



IlogroroButs M yTBEPAUTb  PETIAMEHT  BBO3a  HE3apETrUCTPUPOBAHHBIX
CHELMATU3UPOBAHHBIX IPOJYKTOB JICUEOHOIO MUTAHUS MO KU3HEHHBIM IOKa3aHUsM,
[0 AHAJIOIMU C TIOPSAAKOM BBO3a HE3apErMCTPUPOBAHHBIX JIEKAPCTBEHHBIX
[Ipenaparos.

IIpaButeascTBy Poccuiickoii @enepanun, @enepanabHoil ciayxde mo HAA30py B chepe
3al0MTHI PAaB MOTPeduTe el U 0J1aronoJy4us 4ejioBeka, MUHHCTEPCTBY 31PaABOOXPAHEHUS
Poccuiickoin Pegepauuu:

1.

[IpenycMoTpeTb ~ BO3MOXXHOCTh ~ CO3JaHHMsSI ~ HOPMATHUBHO-IIPABOBBIX  aKTOB,
MO3BOJISIIOIIUX BBO3 HE3aPErMCTPUPOBAHHBIX MPOIYKTOB CHEIUATHU3UPOBAHHOTO
7e4eOHOro MUTAHUS JUIsl MAalUEHTOB C PEIKUMHU 3a00JEBAaHUSIMU IO KU3HEHHBIM
MOKa3aHUsIM.

IMpasutenncTBy Poccuiickoii @enepaunu:

1.

Pa3paboTtaTs Mepbl TOCYAapCTBEHHOM MOAEPKKHU B BUJIE TOCYAAPCTBEHHBIX T'ApaHTUI
OKaszaHug OecCIIaTHOH MEIUIIMHCKOM MOMOIIU JAETAM J0 2-X JET, HE SBJISIOIIMXCS
MHBAJIUJAMHU, HO HY>KJAIOMIMMCS TI0 KU3HEHHBIM WJIM COLMAJIbHBIM MOKa3aHUSIM B
MOJyYEHUHU CHEIMATU3UPOBAHHOTO MUTAHUS (HApUMeEp, IETSIM C TsKenon GopMoit
aTOMUYECKOTO JepMaTUTa, aJUIepruei K OekamM KOPOBBETO MOJIOKA, JIETSIM C TSHKETOM
MTOJIMBAJICHTHOM aJuiepruei).

PernonaabHbIM MHHHUCTEPCTBAM U A€MAPTAMEHTaM 3APABOOXPAHCHUA:

1.

[IpuHATE pernoHabHbIE HOPMATUBHBIE AKThI, YCTAHABIMBAIOIINE MEPBI COLUAIBHON
MONJEPKKH TIO OOECIICUEHUIO CIEUATH3UPOBAHHBIMUA TMPOAYKTAMHU JIe4eOHOTO
MATaHUA AETEN U B3pPOCIbIX, B TOM YUCIJIE BHE CTATyCa MHBAIUIHOCTH, IPU HATNYUU
MEIMIMHCKUX MOKa3aHUM.

OO0ecrmeynTh peaau3aiuio MOJ0KEHUH MPOrpaMMbl TOCYAApPCTBEHHBIX TapaHTUH B
gacT OOeCNeYeHHs MATMATUBHBIX MAIMCHTOB JICUEOHBIM TNHTAHHEM Ha JOMY,
3aKpEIUB MOPSIOK, IIEPEYHH MTPOIYKTOB U UCTOUYHUKH (PUHAHCHUPOBAHUSI.
Paspaborate ¥  BHEAPUTH  MEXaHU3MBI  KOMIIGHCAIlMM  pacxoJ0B  Ha
CIIEUATTM3UPOBAHHOE JIeueOHOE MUTAHKE (110 aHAIOTHH C MPaKkTHKON CaxaarmHCKON
o0nacTv) AN TAIMEHTOB, KOTOPHIM 3aTPYAHUTEIHHO TONydYaTh MPOAYKTHI B
HaTypaJIbHOH QopMme.

OpranuzoBaTh CHCTEMHBIM CcOOp ¥ aHalW3 JaHHBIX O YHCIE MAalUeHTOB,
HY)XIAIOIINXCS B CHEIUATU3UPOBAHHOM JIeueOHOM NHUTAaHWHU, BKIIOYas JETeH B
mKoiax, MJETCKUX caJaXx M HHTEepHATaX, M YYUThIBAUTE OTH [aHHbIE MpPU
TJIAHUPOBAHUH 3aKYTIOK.

[ToBbIcUTH HHPOPMUPOBAHHOCTH MEIUIIMHCKUX PAOOTHHKOB, OPTaHOB COLBALIUTHI U
00pa3oBaTeNIbHBIX YUPEIKICHUN O NEUCTBYIOIIMX PETUOHATIBHBIX MEpax 00eCTICUCHUS
Je4eOHBIM MUTAaHUEM U aITOPUTMAX MAPHIPYTHU3AIMH MAlMEHTOB.

Hay4Ho-ucci1e10BaTe/IbCKUM IEHTPaM U NPogecCHOHATbHOMY COOOIIECTBY:

1.

4.

[ToAroToBUTH 1 OOHOBUTH KIMHUYECKHUE PEKOMEHAANNN U CTAHIAPThl METUIIMTHCKOM
MOMOIIM TI0 HO30JIOTHSIM, TJE CIEUUATU3UPOBAHHOE JIEYEOHOE MUTAHUE SBIISICTCS
KJIFOUEBBIM 3JIEMEHTOM TEpaluu, C SBHbIM YKa3aHHEM MOKa3aHWM K MPUMEHEHHIO
CIUIIL

ChopmupoBats u mpenctaButh B MunzapaB Poccum KoHCONMMIUpPOBaHHBIE
AKCIIEPTHBIE 3aKioueHusi mo BkirodeHuto B nepeunu CIUIIT mist rmukoreHo3os,
6one3snn KpoHa, HapymieHuii LHMKIa MOYEBHMHBI M JAPYTUX PEAKUX 3a00JeBaHUA,
00CYXIaBIIUXCS HA KPYTJIIOM CTOJIE.

Pa3zpaboraTe MeTOaMYECKHE PEKOMEHIAIMH IO BEACHHUIO MAI[MEeHTOB C OEIKOBO-
SHEPreTUYECKON  HENOCTATOYHOCTHIO, BKJIIOYAs  QJITOPUTMBl  HA3HAYCHUS
CIEIUAIM3UPOBAHHOTO JIeUeOHOr0 MUTAaHUS B CTallMOHApe U aMOyIaTOpHO.

Co3nmath cHUCTeMy MOHUTOPHUHTA HEXENATebHBIX PEAKIUNA W TMEePEHOCUMOCTH
CIEIUAIM3UPOBAHHBIX MPOTYKTOB JIe4eOHOTO MUTAHUS.

OﬁmeCTBeHHbIM OpraHu3anusMm M NaNHCHTCKUM Oﬁ'be)]I/IHeHI/IﬂM:



IIponomxutrh  CONpOBOXXKJaTh MAlMEHTOB M HMX CEMbUM B  IOIYYEHHUH
CHELMAIU3UPOBAHHOIO JIeYeOHOrOo MUTaHMs, BKJIIOYAs IOMOIIb B OpPraHMU3ALUU
BpaueOHBIX KOMHUCCHH, OOpalIeHHAX B OpraHbl BJIACTH M, HPU HEOOXOAMMOCTH,
CcyeOHOM 3aIuTe TIpaB.

NunnunpoBaTh OOIIECTBEHHbIE 00CYXKICHHUS U SKCIEPTHBIC TUIOIIATKU C Y4acTUEM
MuH31paBa, perioOHaJIbHBIX OPraHOB BJIACTH U MPO(ECCHOHANBHBIX COOOIIECTB A
IIPOABMKEHUS NTpeAIoKeHuH 1o pacuupenuto nepeunei CIIIIT u Ho3omornii.
Opranus3oBaTh HMH(OPMAIMOHHBIE KaMIAHWW Ui TALUEHTOB M Bpaued o
NEHCTBYIOIIMX MEXaHu3Max oOecreyeHus JiedeOHbIM TMHTAaHHEM, BKJIIOYas
(benepanbHble U PETUOHAIBHBIE MEPBI COLIUATBHOM MOIEPKKH.

VYyacTBOBaTh B cOOpE U CHCTEMATHU3ALMHU JAHHBIX O Ae(hULIUTE CrIeUaTU3UPOBAHHBIX
IPOAYKTOB JIEYEOHOr0 MUTAHUS B PETMOHAX M HAIpPaBIsAiiTe 0000IIEHHBIE OTYETHI B
npo¢uIbHBIE MUHUCTEPCTBA U MAPIAMEHTCKUE CTPYKTYPBI.

CopelicTBOBaTh BKIJIFOUEHHUIO BOIIPOCOB JIEUEOHOI'O NMUTAHUS B MOBECTKY KPYMHBIX
0OI1eCTBEHHO-TIOJIUTUYECKUX MEpONpUATHl M oOpamaiitece K ¢enepaabHbIM
opraHaM BJAacTH C MPEAJOKEHUSMHU IO KOHTPOJIO MCIIOJHEHUS YK€ MPUHATBIX
pELIEHHUI.



