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Opannvle 3a60n1e8aHUst ANTIOMCS 00EKMOM NPUCMATLHO20 BHUMAHUS POCCUTICKO020 3AKOHO0AMENbCMBA U cucme-
Mbl Poccuiicko2o 30pasooxparerust. VIx Hu3kas pacnpocmpanennocmy cpedu HaceneHusi co3daem mpyoHOCmu 6 céoe-
8peMeHHOTI NocmaHoseKe OUAZHO3d, EKAPCIMBEHHOM obecnedeHuU U 0KA3aHUu MeduyuHckoi nomowsu. Kpome moeo,
omcymcmeue KOMNIEKCHO20 n00X00d K 80NPOCAM OUAZHOCMUKY U TledeHUst pedkux 3a60nesanuii He cnocobcmayem
cKOpetitiemMy PeueHUI0 Cywecmeayouux npobnem 6 0aHHoii cgpepe. 3aacmyto He803MONHOCHY NONLYUeHUS He0OX00u-
MO020 Kypca JledeHust 8biHyHOaem NayueHmos ¢ OpPanHvimMu 3a00/1e6aHUIMU UCKAMb AlbMePHAMUBHBIE UCTIOYHUKU.
B cmamuve oyenena cospemeHHAs CUMYAUUS, KACAIOWSASCS TIeKAPCMBEHHO20 00eCneueHUst 2paioar, cmpadanusux 3a-
Gonesanusmu, 6xn0ueHHbIMU 6 Ilepeuenv HUIHEYZPOIAIOUUX U XPOHUUECKUX npozpeccupyloujux pedkux (opgan-
HbLX), NPUBOOAUUX K COKPAULEHUIO NPOOOTHUMENLHOCINY HUSHU UMY UHBATIUOHOCMU, U 3A00/1e6AHULI, BXO0AULUX 6
pedepanvryio npoepammy «14 B3H». 3amporymui 60npocvl 8edeHust yuema nayueHmos u PuHaHcuposanus 3axynox
niekapcmeennix cpedcme. IIposedennoe uccnedosarue NO380NUNIO ABMOPAM 0003HAU UMb NPOOTeMbL 8 Op2aHU3AUUL
JIeKAPCMBeHH020 0becneueHus NAUUeHMO8 ¢ OPPaHHLIMU 3A00/1e8AHUIMU, CBA3AHHDIE CO CLONCHOCIBIO YHema Ux 4uc-
JIEHHOCIU U OMICYMCMBUEM UEIOCMHOLL CUCHEMbL TTb20THO20 IEKAPCMBEHH020 00ecneveHUs.

Kniouesvre cnoea: oppannvie (pedxue) 3a601e6anusi; nexapcmeentoe obecniederue; MeOUUUHCKAT NOMOULD;
8bICOK03AMPAMHbLE HO30TIO2UU.
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In Russia, the orphan diseases for many years are the object of intent attention both of the national legislation and health
care system. The lower prevalence of these diseases in population causes predicaments to timely diagnosis, drug provision
and medical care. Besides, absence of integrated approach to issues of diagnosis and treatment of rare diseases contribute
nothing to fast solving of actual problems in this field. Frequently, impossibility to get necessary course of treatment forces
patients with orphan diseases to seek for alternative sources. The article assesses current situation with medications sup-
port of patients suffering from diseases included in the list of life-threatening and chronic progressive rare (orphan) dis-
eases that result in shortening life-span or disability and diseases included in the Federal Program “The 14 high-cost no-
sologies”. The issues of keeping record of patients and financing medications purchase are touched upon. The study results
identified problems of organization of medication support of patients with orphan diseases associated with complexity of
accounting their number and absence of integral system of preferential medication support.
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JlnarHocTMKa U TedeHe pefKux 3a60/IeBaHmil CTaIN
IOCTYIHBI B KOHLIe XX B. O/1arofjapsi pa3BUTUIO TeHETH -
YeCKOTO TeCTMpOBaHUA 1 GuorexHonoruit. CerogHs B
MVpe He CYHIeCTBYET YHMBEPCAIBHOIO MOJAXOMA K pas-

BBCJICHI/IC BUTUIO CUCTEMbBI JUATHOCTUKY, JIEIEHNA U JIEKAPCTBEH-

HOTO ofecrieveHNs MAIIeHTOB C PeKUMU 3a00TeBaHM-
SIMU, OJJHAKO TOBCEMECTHO OTBETCTBEHHOCTH 3a Jiede-
HIle «PelKVX» TAI[IeHTOB OepeT Ha cebs rOCyAapCTBO.
Takast OTBETCTBEHHOCTD CylIecTBYeT 11 B Poccum.
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B Poccuiickoit ®efepanum onpepfeneHne MOHATHA
penkux (opdanubix) 3abomeBanmit gaHo B m. 1 ct. 44
DepnepanpHoro 3akoHa ot 21.11.2011 Ne 323-®3 «O6
OCHOBaX OXpaHBI 3[J0pOBbs rpakfaH B Poccuiickoit Qe-
mepauyn» [1]. CormacHo HaHHOIT cTaTbe, peqkuMu (op-
bauHbIMM) 3a007MeBaHUSAMM SABJSIOTCS 3a0b0/MeBaHMsA,
KOTOPBIe IMEIOT PacIIpOCTPaHeHHOCTD He 6oree 10 ciy-
yaeB Ha 100 TbIc. Hacenenus. Cr. 4 PepepanbHOro 3aK0-
Ha N 61-®3 «O6 obpaijeHny MeKapCTBEHHBIX CPEICTBY
YCTaQHOBJIEHO, YTO Op(aHHBIE JIeKaPCTBEHHbIE IIpernapa-
TBI — 3TO JIEKAPCTBEHHbIE IIpeIaparhl, IpefHa3HaueH-
Hble VICKJTIOYNTETbHO JUISI AUATHOCTVKY VUIY IIaTOTeHe-
TUYECKOTO JIeueHNs (Jle4eHMs], HallpaB/IeHHOTO Ha Me-
XaHU3M pasBUTHA 3abomeBaHMA) pegkux (op¢aHHbIX)
3a00JIeBaHMIL.

I1. 2 cT. 44 QepepanbHOro 3akoHa Ne 323-O3 cBupe-
TE/IbCTBYET O He0OX0AMMOCTU HGOPMMUPOBAHNA ITEPEUHs
penkux (opdaHHBIX) 3ab0meBaHMiT PpefepaabHbIM Opra-
HOM JCIIOJTHUTE/IbHOJ BIaCTY Ha OCHOBAHMM CTAaTUCTH-
YeCKVX JJAaHHBIX M pasMelleHMs ero Ha opUINaTbHOM
carite B cetu VIHTepHer. Tak, Ha caiite MuH3gpasa Poc-
cum 1o cocroAanmo Ha 31.03.2022 pasmeleH CIMUCOK
opbaHHbBIX 3a00/IeBaHMII, B KOTOPbII BKITIOUEHBI 273
HauMeHoBaHMA. CTOMT OTMETUTb, YTO IpeICTaBIIeH-
HBIJI Ha opuuManbHOM caiite Munszgpasa Poccyun cnm-
coK opdaHHBIX 3a007eBaHMIT He O3HAYAET, UTO [Is
Ka)K/JOTO 113 HUX CYLIeCTBYIOT METO/bI JICUSHNUA U aJleK-
BaTHasl leKapCTBeHHas Tepanus [2].

Bo ucnonuenne m. 3 cr. 44 demepaabHOrO 3aKOHA
Ne 323-®3 IlocranosnenueMm IIpasutenbcrsa Poccuii-
ckoit Qepepanyuu ot 26 anpens 2012 r. Ne 403 [3] 6bu1n
yTBep>xaeHbI [lepedeHb XKIM3HEYTPOXKAIOIIVX U XPOHM-
YeCKNX IIPOTrpeccupyroIux pegkux (opdaHHbIX) 3200-
JIeBaHWII, MPUBOAAIMX K COKPAIEHUIO IIPOJODKM-
TENIBHOCTY >KM3HM TPAXKAAH VUM VX MHBAIMTHOCTHU, 1
mpaBwta BefeHNsA DefepaqbHOrO perucTpa JINI, CTpa-
MAIOIIVX XXM3HEYTPOXKAIOIVIMU I XPOHNYECKVIMU TIPO-
rpeccupyroommumy peakumu (oppaHHbIMIU) 3a00TeBaHM-
AMU, IPUBOJSAIIVIMYU K COKPAIIeHNIO PO O/DKNUTENbHO-
CTM XVM3HM TPOXJaH WIN UX VHBAIMJHOCTU. JlaHHBIN
ITepeuens 6b1 copmupoBaH u3 [lepeuns pegkux (op-
¢daHHbIX) 3a00/1eBaHNMII, Pa3MEIeHHOTO Ha OQUIINAIb-
HOM caiite Munsgpasa Poccun. OcHoBHbIE Tpe6oBaHNs
K BK/IIOYEHMIO 3a00/IeBaHMs B 9TOT CIUCOK (PeJKOCTb,
JeTKas KIVMHMYECKas U IaToreHeTnyecKas KapTuHa 3a-
OoneBaHMA, BO3MOXXHOCTb IIaTOT€HETMYECKOTO JIede-
HYIS, JIeKapCTBEHHBIN ITperapaT Wiy jge4e6Hoe MUTaHNe
1S 7TedeHVs 3a00/IeBaHMs) O/DKHBI OBITh 3apeTyCTph-
poBansbl Ha Tepputopun Poccun. Oprannsanus obecre-
YeHNSA TpaXKAaH JIeKAPCTBEHHBIMU IIpelapaTraMy W
CIIel[a/IM3MPOBAaHHBIMYU IPOAYKTaMMI JIedeOHOTO MITa-
HVA JUIA JledeHVs 3a0ojieBaHMil, BK/IIOYeHHbIX B [lepe-
YeHb XM3HEYTPOXKAIOINX ¥ XPOHNYIECKMX HpOrpeccu-
pyromux penkux (opdaHHBIX) 3a00IeBaHNUI, TPUBOS-
IMMUX K COKPAIleHWI0 IPOJO/DKUTEIBHOCTY >KU3HU
TPaXAaH WIN UX VHBAIMTHOCTYU, SB/IAETCA IIOTHOMO-
4yeM OPraHOB TOCY[AAPCTBEHHON BIACTU CYObEKTOB
Poccwiickort @epepanun [1].

Tak, cormacHo 3akoHopaTenbcTBy Poccumiickoit Pe-
Iiepanyy, CyUleCTBYIOT [Ba IIePedHs:

— Ilepeuens penkux (opdaHHBIX) 3ab0IeBaHNMI;
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—Ilepedenb >XM3HEYTPOXKAMOWINX U XPOHMYECKUX
Iporpeccupyommx pegkux (opgaHHbIX) 3abore-
BaHMII, IPUBOJAIIMX K COKPALIEHUIO ITPOJOIIKU-
TebHOCTY JKMU3HM TPaXkflaH WIM UX MHBaJIUTHO-
CTH.

Kpome storo, ¢ 2008 r. B Poccum Ha rocymapcTseH-
HOM ypoBHe ObI/Ta peann3oBaHa rmporpaMma «CeMb HO-
30710TMiT». B cCOOTBETCTBUY C Hell TeKapCcTBeHHbIE Cpefi-
CTBa, NIpefHa3HAUYCHHBbIE [JIA JIe4eHMA OONbHBIX CeMbIO
penKuMM ¥ Hanbosee JOPOroCTOAIMMIY 3a00TeBaHMA-
M, IEeHTPalN30BaHHO 3aKyIIaJIICh 3a CUeT CpefcTB de-
IepanbHOro OomKeTa. [Ipemaparsl mpefoCTaBIAINCh B
aMOyZIaTOPHBIX YCTIOBYAX B BUJe JIbTOTHOTO obecrede-
HYs1. VI3Hava/bHO B IIPOrpaMMy BXOAMTIO CeMb 3aborte-
BaHMi1, B 2018 . ;o6aBMIOCH ele NATH (MCKII0YEHHBIX
DenepanbabiM 3akoHOM 0T 03.08.2018 Ne 299-D3 us
IlepeuHsa >XM3HEYTPOXKAIOIIUX M XPOHMYECKUX IIPO-
rpeccupyooiux pegkux (opdaHHBIX) 3aboneBaHuMI,
OpPUBOASAIINX K COKPAIIEHUIO IIPOJO/KATEIbBHOCTI
JKU3HM TPKIAH VIV UX MHBATUTHOCTY, YTBEPX/IeHHO-
ro IlocranoBnenuem IlpaButennctBa Poccuiickoit @e-
peparuy Ne 403). A B koHIe 2019 I. B mporpaMmy Jo-
6aBieHbl elle nBa 3aboneBanua (uckmoueHHbIX Depe-
PaIbHBIM 3aKOHOM OT 27.12.2019 Ne 452-03 u3 Ilepeu-
HA XU3HEYTPOXKAIOIMX ¥ XPOHUYECKUX IPOTpeccupy-
oLMX penKknx (opdaHHbIX) 3a60MeBaHMIT, TPUBOISALINX
K COKpAIIEHUIO IIPOO/DKUTEIbBHOCTH XXU3HU TPaK/jaH
WM UX MHBAIMTHOCTY, YTBEPKAEHHOTO IIOCTaHOBIIe-
HueM IlpaBurenpcTBa PO Ne 403). Certuac ®enepans-
Hag nporpaMma MuH3sapasa «14 BICOKO3aTPaTHBIX HO-
somoruit» («14 B3H») Bxmouaer B ce6s 14 3aboneBa-
Huil. B pamkax nporpammsl «14 B3H» MuHsznpas co6u-
paeT OT PerMOHOB 3asBKM Ha Haubojiee JOPOrocTosI e
JIeKapCTBEHHbIe IIpenapaTbl M 3aKyllaeT UX 3a Cc4eT
cpenctB denepanbHOro 6Oromkera. MuH3gpaB obecre-
YMBaeT 10 IPOTrpaMMe MAIVIEHTOB C reModunernt, My-
KOBUCI[M/I030M, 3JI0Ka4eCTBEHHBIMYM HOBOOOpPa3OBaHNU-
AMU TUMQPONTHOI, KPOBETBOPHOI U POJCTBEHHBIX MM
TKaHell, pacCessHHbIM CKIepo3oM, OornesHpio lome u
ApyrMMM 3ab0/IeBaHMAMM, KOTOpble He IOANAITCS
HOTHOMY U3jne4eHMio [4]. OCHOBHBIMY IIPaBOBBIMU JIO-
KYMEHTaMM B paMKaX peann3alyy IpOTrpaMMBbl SABJIA-
forca: Ilocranosnenne IIpasurenbcTBa Poccmiickoit
OQepepanun or 26.11.2018 Ne 1416 u IlocranoBnenue
IIpaBurenbcra Poccuiickoit @epepanyu ot 27.03.2020
Ne 344,

B 2020 r., 6;aropapst HOBBILIEHNIO CTABKM HAJIOTa Ha
moxonsl GU3MYecKNX muLl, 661 06pasoBaH ¢poup «Kpyr
nobpa». ®ouy 6bUT co3maH st GUHAHCUPOBAHUS Jie-
KapCTBEHHOTO O0ecIieueHns JeTell ¢ OT/e/IbHBIMI pell-
kumu  3aboneBanyaAMu  (QPemepanbHbII  3aKOH  OT
23.11.2020 Ne 372-®3 «O BHeceHNUM U3MEHEHUI B YacTb
BTOpYyl0 Hasnmorosoro xopekca Poccuiickoit depmepanyn
B YaCT! HAJIOTOOOIOXKEHNS OXON0B (M3MIEeCKNX JINII,
IPEeBBIIAIINX 5 MWIIMOHOB pyOseil 3a HaOTOBBIN
nepuofy», Ykas Ilpesupmenrta Poccuiickont Pepepannnu
ot 05.01.2021 Ne 16 «O cospganuyu PoHpa NOAAEPKKU
meTell ¢ TSOKENbIMM JKM3HEYTPOXKAOIIMMU U XpOHUYe-
CKMMM 3200/IeBaHUsIMY, B TOM yucie pegkumu (opdan-
HBIMM) 3a0onmeBaHMAMY, ,Kpyr moo6pa“s», Iloctanose-
Hue IIpaButenbctBa Poccmiickoit ®Pepmepauyy ot
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21.05.2021 Ne 769 «O6 yrBep>xaenun IIpaBun obecre-
YeHMs OKa3aHUA MeJUIMHCKOI moMoly (mpu Heo6Xo-
AuMocCTH 3a mpefienamy PD) KOHKpeTHOMY pebeHKy ¢
TSDKENIBIM JKU3HEYTPOXKAIOMIMM MY XPOHMYECKUM 3a-
OoneBaHueM, B TOM 4Kcie pefnkuM (opdaHHBIM) 3a060-
JNleBaHMeM, 00 TPYIIaM TaKUX AeTeil»).

OO6DBEKTOM MCCIeqOBaHNs JaHHOI Hay4HOM pa60TH
BBICTYIIaeT HOPMAaTUBHO-TIpaBoBas 6a3a, perTaMeHTH-
pyIollias ieKapCcTBEHHOe 0becIedeHne MaleHToB C Op-
baHHBIMK 32007IEBaHUAMI.

Llenmpro faHHON pabOTHI ABW/ICA aHA/MIN3 HOPMATVB-
HO-IIPaBOBOJ 0a3bl, perTaMeHTUPYIOLIel MOPS/IOK Jie-
KapCTBEHHOTO 00ecIiedeHNs MaIieHTOB ¢ OppaHHBIMU
3aboneBanusamu B Poccuiickoit @epepanun.

Ba)kKHBIM IIaTOM B OIpefe/leHNN KPUTepus PemKnx
3abo/eBaHMil, a UMEHHO — PAaCIpPOCTPAHEHHOCTH, ObI-
no yrBepxxaeHne QenepanbHoro 3akoHa ot 21.11.2011
Ne 323-03. Cnycta Tpu roga PepmepanbHblil 3aKOH OT
22.12.2014 Ne 429-@3 «O BHeceHuu usmeHeHuit B Qe-
HepanbHbIiT 3aKoH 61-O3 ,,06 obpaiieHny neKapCcTBeH-
HBIX CPe[ICTB“» PasgbsACHUI IOHATHE OpdaHHBIX JIeKapc-
TBEHHBIX IIpernaparoB. Hapagy c¢ stum 26 ampens
2012 r. mocranosnenue ITpaBurenpcTBa Ne 403 yTBEp-
mguno IlepeyeHb >KM3HEYTPOXKAIOUIMX M XPOHMYECKMX
IIPOrpeccupyoImx pefknx (opdaHHbIX) 3ab0IeBaHNIA,
OPUBOAAIIMX K COKPAIleHNIO IPORO/DKUTETbHOCTH
YKU3HM TPaKJaH WM UX MHBAIMAHOCTY, U IIpaBUIa Be-
meHusa OPemepaqbHOTO perucTpa Janl, CTPAfAIIUX
KU3HEYTPOXKAIOLIVIMY VI XPOHUYECKUMU IIPOTPeCCUpy-
oM pegkumu (opdaHHbIMM) 3a00T€BaHUSIMM, TIPK-
BOJAIMMY K COKPAIeHNIO NPOIO/DKUTETbHOCTI JKIU3-
HY TPaKIaH WM UX MHBATMIHOCTH.

B 2018 u 2019 rr. ®enepanbHbiMU 3aKOHaMM Ne 299-
@3 u Ne 452-D3 coOTBETCTBEHHO OBITM UCKTIOUYEHBI U3
[lepedHa >XM3HEYTPOXKAIOIMX ¥ XPOHMYECKUX IIPO-
rpeccupyomux penknx (opdaHHBIX) 3aboeBaHuUI,
IPUBOAAMINX K COKpAIIEHNIO IIPOJO/DKUTETbHOCTI
KU3HY TPaXZIaH WIN UX MHBATMIHOCTH, CHavyasa MATh
3abo/ieBaHMIl, 3aTeM ellle /iBa, KOTOpPbIe BIIOC/IENCTBAN
OBUIV BK/IIOUEHBI B (peflepaIbHYI0 IPOTPaMMYy «7 BBICO-
KO3aTpaTHBIX Ho3onorui» («7 B3H») (3amymennyio
eme B 2008 r.). Ceitqac PepepanbHas nporpaMma MuH-
3apaBa «14 B3H» BkirouaeT B cebst 14 3aboneBaHmit.

B 2021 r. Yxasom IIpesunenta Poccuiickoit @enepa-
v Ne 16 cospan ¢onp «Kpyr gobpa» ansa ¢punancupo-
BaHMA JTIeKAPCTBEHHOTO obecriedeHNs HeTell ¢ OTAeIb-
HBIMM pefkyuMu 3aboneBaHuaAMu. IIpaBuma obecmede-
HJIS1 OKa3aHUsA MeAMIIMHCKOM oMol (Ipy HeoOXoam-
MocTu — 3a npegenamu Poccuitckoit @emeparum) KoH-
KPETHOMY pPeOEHKY C TKEIbIM >KU3HEeYTPOXKAIOINM
VULV XpPOHMYECKMM 3a00JIeBaHVeM, B TOM YUCTIe PEIKUM
(opdannbIM) 3a60eBaHMeM, MO0 TPYINIIAM TaKUX Jie-
Teil 6bUIM yTBep>KaeHbI [locTanoBnenneM IlpaBurens-
ctBa Poccuiickoit @epgepannm ot 21.05.2021 Ne 769. Oc-
HOBHBIMU HOPMaTUBHO-IIPAaBOBBIMY aKTaMM Jist (PYHK-
nuonnposannsa Ponna «Kpyr nobpa» ABUINCH:

— Pacnopsxenne IlpasurenbcrBa Poccutickoit ®e-
mepauyy ot 23.01.2021 Ne 128-p (o cocraBe 9Kc-
HEepPTHOTO COBeTa U IpaB/ieHnsA QOH/A IOAAepXK-
KU JleTeil C TsKeNbIMU KM3HEYTPOXKAIMUMU U
XPOHMYECKMMU 3a00/IeBaHUAMM, B TOM YMUCIIe

penkumu (opdanubIMu) 3aboneBanusAMu, «Kpyr
nobpar);

— IloctanoBnenne IlpaButennbcrBa Poccuiickort ®e-
mepanunu ot 05.03.2021 Ne 327 «O mpepmocTabie-
Hum B 2021 ropy rpaHTa B popme cybcuaum 3a
cueT OIOIPKeTHBIX aCCUTHOBAHMUII (efiepasbHOTO
6romxera QOHIY MOANEPKKY AeTell C TAKeTBIMU
KM3HEYTPOXKAIOLIVMI U XPOHMYECKMMU 3aborte-
BaHWAMMY, B TOM 4ucie penkumu (opdaHHBIMM)
3aboneBaHMAMY, , Kpyr jo6pa“»;

— IloctanoBnenne IlpaButennbcrBa Poccuiickort @e-
pepauuy oT 06.04.2021 Ne 545 «O mopsake mpu-
oOpeTeHMs JIeKapCTBEHHBIX IperapaTroB, Meu-
LIVHCKVIX U3[eNUI Y TEXHUYEeCKUX CPEfiCTB peabu-
JINTALMU I KOHKPETHOTO pebeHKa C TsKeIbIM
KM3HEYTPOXKAIOLIMM ¥ XPOHUYECKUM 3abojeBa-
HIEM, B TOM 4Mciie penkuM (opdaHHbIM) 3aborte-
BaHMeM, MO0 /I TPYII TaKUX JieTell»;

— ITocranoBnenue [IpaButenbcTBa Poccuiickoit ®e-
mepanyy ot 08.04.2021 Ne 555 «O6 yTBep>KaeHUN
ITpaBun BefeHMsa MHQPOPMALOHHOTO pPecypca,
COofieprKallleTo CBeleHUA O [eTAX C TsKeIbIMU
YKM3HEYTPOXKAIOLIVMI U XPOHMYECKMMU 3aborte-
BaHVAMMY, B TOM u4ycie penkumy (opdaHHBIMM)
3a0oneBaHMAMY, BKTOYas MHGPOPMAIMIO O 3a-
KYIIKe JU/Is1 TAKMX JleTell leKapCTBeHHBIX IIpernapa-
TOB U MEIVIIMHCKIX U3JIeINIL, B TOM 4MCIIe He 3a-
peructpupoBaHHbIXx B Poccuiickoit ®epepanuu,
TEXHIYECKIX CPEICTB peablIMTalyi, Y CBefleHNs
0 pesy/IbTaTax JIeueHMs TAKUX JeTell».

Marepuanbl 1 METOAbI

B xofe mccnemoBaHusA aBTOPaMu PacCMOTPEHBI 3a-
KOHOJIaTe/IbHbIE U VMHbIe HOPMATUBHbBIE IPABOBbIE aK-
ThI, KACAIOLINeCs] OCHOB OXPAHBI 3[I0POBbSI MAI[IEHTOB C
opdannbiMu 3aboneBanusMu B Poccuitckoit Penepa-
1Y, pabOThI POCCUIICKMX aBTOPOB, MIPOBOJVBIINX UC-
clefoBaHMs B chepe MeAMIIMHCKOTO obeciedeHns ma-
IIVIEHTOB ¢ OpdaHHbIMM 3a00/TeBaHMAMM, CTATUCTIYe-
CKIl€e JaHHble U UCCIeNoBanus (aHAIUTUYECKIE OTYETHI,
COIIMOTOTMYECKIIe OIPOCHI) TOCYAAPCTBEHHBIX OPTAHOB,
0011[eCTBEHHBIX OpraHu3anuit u o6beguHeHnit. B pabo-
Te OBUIM MCIIO/Ib30BAHBI METOMbI CPABHUTEIBHOTO aHA-
7132 U 9KCIIEPTHBIX OLIEHOK.

Pesyan aThl UCCIETOBAHNA

PaccmoTpum IlepedyeHb KMU3HEYTPOXKAIOIINX U XPO-
HIYECKMX IPOTPecCUpYIONNX pefknux (opQaHHBIX) 3a-
6oneBaHMIl, TPUBOMAIMX K COKPAILIEHNIO IIPOTODKI-
TEIPHOCTM JKM3HU TPaXIaH WIM UX MHBAIUTHOCTH,
yrBepxaeHHblit Ilocranosnennem IIpaBurenbcrsa Poc-
curickort @epepanuy ot 26.04.2012 Ne 403 [3].

Kak BupHO 13 npepcraBienHoro B Tabi. 1 Ilepeuns,
M3HAYaTIbHO B HETO BXOAM/IM 24 >XKM3HEYTPOXKAIIUX U
XPOHUYECKNX IPOTPeCcCUpPYOIUX peakux (oppaHHbIX)
3a0oeBaHMsA, MPUBOASALIMX K COKPALIEHMIO IIPOOII-
JKUTETbHOCTY KMU3HY TPaXKHaH WIN UX VHBaINGHOCTH.
B 2018 r. IlocranoBnenmem IlpaButenbctsa Poccnmii-
ckoit Pemeparuu ot 20.11.2018 Ne 1390 u3 crmcka Obi-
JIM VICK/TIOYEHBI IIATh 3a007IeBaHMIt:

— IeMOJIUTUKO-YPEeMUYECKII CUH/IPOM;
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Tabnuua 1
ITepeyeHb >XM3HEYTPOXKAIOIUX M XPOHUYECKMX MPOIPeCCHPYIONINX peakux (opdaHHbIX) 3a00/1eBaHMIT, IPUBONIINX K COKPAIEHII0
NPOJO/DKUTETBHOCTY KU3HY I'PAXKIAH VU MX MHBATNIHOCTH (C M3MeHeHUsIMM Ha 5 mions 2020 r.)
Ne Haumenosanue sabonesanus Kop 3aboneBanus*

1 Temonutuko-ypemumdeckuii cuHapoM (nckmodera ¢ 1 ausaps 2019 r. ITocranosnennem ITpaBurenscrsa Poccmitckoit Gepepanym ot

20.11.2018 Ne 1390)
2 TTapokcusmaibHas HoYHas remorno6uuypust (Mapkuadassi—Mukern)

D59.3
D59.5

3 ArmracTudeckas aHeMMs HeyTOuHeHHas (rckmodeHa ¢ 17 mions 2020 r. ITocranosnennem IlpasurenscrBa Poccuiickoit Pepepannn

ot 05.06.2020 Ne 829)

D61.9

4 Hacnepcrennsiit gepuunt pakropos II (dubprrorena), VII (mabunproro), X (Crioapra—IIpayspa) (nckmodena c 17 urons 2020 r.

TTocranosnennem ITpasurenscrsa Poccuiickoit Oemeparnym ot 05.06.2020 Ne 829)

5 Vanonarndeckas TpoMOoLMTONeHYecKas mypiypa (cuHapoM DBaHca)
6 [ledekT B cucteMe KOMIIEMEHTA
7 TlpexxpieBpeMeHHast I0I0Basi 3PEIOCTh LIeHTPAIBHOTO IIPOUCXOXKHEHNS

8 HapymuieHnst 06MeHa apoOMaTHIeCKIX aMIMHOKUCIOT (KIaccudeckas GeHIIKeTOHY Py, [PyTie BUAbI TIIep(eHIaTaHNHeMUMN )

9 Tuposunemnsa
10 BonesHb «K/I€HOBOTO CHpPOIIa»

D68.2
D69.3

E22.8
E70.0, E70.1
E70.2
E71.0

11 JIpyrue Bubl HapyIIeHMI o6MeHa aMMHOKIICIIOT C Pa3BeTB/IEHHOI] Iiebio (M30Ba/IepUaHOBas AlVAEMIIsT, METUIMA/IOHOBAs aLjyfie-

M, IPONMOHOBASA aLU/IEMNUA)
12 HapymuieHns o6MeHa >KMPHBIX KMCTOT
13 TomoumcTUHYpUA
14 Tmorapuxanupypus
15 Tanmakrosemus

16 pyrue chunromumuposst: 6onesup Pabpu (Pabpu—Anpepcona), Humana—IInka

E71.1
E71.3
E72.1
E72.3
E74.2
E75.2

17 Myxkononucaxapunos, i I (nckmtodena c 1 suBaps 2019 r. [TocraHosnennem IIpaBurenscrBa Poccuitckoit ®efeparun ot

20.11.2018 Ne 1390)

E76.0

18 Myxkononucaxapunos, Tun II (nckmoueHa c 1 suBaps 2019 r. [Tocranosnennem ITpaBurenscrsa Poccuiickoit Gepeparm ot

20.11.2018 Ne 1390)

E76.1

19 Myxkononucaxapunos, i VI (nckirodena c 1 suBaps 2019 r. nocranosnerueM Ilpasurenscrsa Poccuiickoit ®egepaunu ot

20.11.2018 Ne 1390)
20 Ocrpas nepemexxaromascs (edyeHo4Has) Hophupua
21 HapymeHnns obmeHa mepu (6omesHb BubcoHa)
22 HesaBepllleHHBIIT OCTEOreHe3
23 JlerouHas (apTepuanbHas) TUnepTeH3us (MAnonaTiIeckas) (mepBudHast)

E76.2
E80.2
E$3.0
Q78.0
127.0

24 HOHowUIecKuiT apTPUT € CUCTEMHBIM HavaIoM (McKmodeHa ¢ 1 suBaps 2019 1. IlocranoBnenneM IlpaBurenscra Poccuiickoir ®epepa-

i ot 20.11.2018 Ne 1390)

MO08.2

I[IpuMeyaHMe. *YKasaH B COOTBETCTBUY ¢ Me>XIyHapOJHOI CTaTUCTUIECKOI KiaccuduKanueit 6oesHeil 1 IpobeM, CBA3aHHBIX CO

310poBbeM, 10-To mepecMoTpa.

— mykonomucaxapunos I, II u VI tuna;

— IOHOIIECKUI apTPUT C CUCTEMHBIM HayaaoM.

B 2020 r. IlocranoBnenuem IlpaBurenbcrtBa Poc-
curickoit @enepanyu ot 05.06.2020 Ne 829 6butn wmc-
K/IIOYEHBI ellle ABa 3ab0/IeBaHus: allacTUYecKas aHe-
MU HEYTOYHEHHas ¥ HaC/e[CTBEHHBIT Jepuuut dak-
topos II (¢pubpunorena), VII (mabunpHoro), X (Crroap-
ta—IIpayapa).

VIckimodeHHble ceMb 3a007eBaHMII BIIOCIENCTBUM
HAIII/I CBOe OTpakeHue B 4. 7 cT. 44 PegepanbHOro 3a-
KoHa oT 21.11.2011 Ne 323-®3 «O6 ocHOBaxX OXpaHBbI
310poBbs rpaxjaH B Poccuiickonn ®egepanum», co-
IJIaCHO M3MeHEHMAM, BHeceHHBbIM PDefiepanbHbIM 3aK0-
HOoM OT 03.08.2018 Ne 299-®3 (marp 3aboneBaHmit), u
DepepanbHOro 3akoHa oT 27.12.2019 Ne 452-®3 (mBa
3aboneBauns). Ilocne BHeceHMsT WM3MeHEHUII B 4. 7
CT. 44 Ne 323-®3 roBopurcs 06 opraHmzanuu obecre-
YeHUsl TeKapCTBEHHbIMM MperaparamMu juil, 6OTbHBIX
reModuei, MyKOBUCLIMIO30M, I'MIIOGU3APHBIM Ha-
HU3MOM, 60j1e3HbI0 [o111e, 3710Ka4eCTBEHHBIMI HOBOOO-
pasoBaHusAMU TUMQOUTHON, KPOBETBOPHON U POJ-
CTBEHHBIX MM TKaHel, pacCessHHBIM CKJIEPO30M, IeMo-
UTUKO-YPeMUIECKMM CHHIPOMOM, HOHOMIECKUM ap-
TPUTOM C CUCTEMHBIM HauajiOM, MYKOIIO/IVCaXapupo-
soMm I, II n VI Tuna, anmactu4eckor aHeMuen HeyTo4-
HEHHOI1, Hac/lefCcTBeHHbIM AebunutoM dakropos II
(dubpnnorena), VII (mabunpuoro) X (Crroapra—IIpa-
yapa), u1j oC/Ie TPAHCIUIAHTALMY OPTaHOB J/VIIU TKa-
Heit. [Ipy aTOM NOPsAOK 0becredeHNs TeKapCTBEHHBI-

MU IIpenapaTaMy ycTaHaBnMBaercs IIpaBurenbcTBoM
Poccniickoit @epepanuu. Kpome Toro, IlpaButenbcTso
Poccmiickort @epfepanuy yIIoIHOMOYEHO Ha YTBEPXK/Je-
HUe IlepeyHs TaKUX IIpelapaToB M yCTaHOBJIEHNE IIO-
psizka ero GopMupoBaHMsL.

Crout ormertnth, 4To IlepeyeHn pepkux (opdan-
HBIX) 3a60/IeBaHMIT B HACTOAIIMII MOMEHT BK/IIOYaeT B
cebs 273 HauMeHOBaHMsA, a [lepedeHb KU3HEYTPOXKaI0-
IMUX M XPOHMYECKUX HPOTPeccUpYIUX penknux (op-
¢daHHBIX) 3a060/1€BaHNIT, IPUBOASALINX K COKpAIEHIIO
IPORO/DKUTENbHOCTY >KM3HY TPKIAH WM UX UHBA-
JIMIHOCTY, COCTABJIAIOT JINIIb 17 3a60/1eBaHMIL.

ITo paHHBIM SKCHEPTHOrO COBETA IO penakuM (op-
¢danHbIM) 3ab0/eBaHMAM IpU KoMurere [ocaymbl IO
oxpaHe 310poBbs, B 2020 I. B TOCYHapCTBEHHON IIPO-
rpaMMe IIOMOIIM MIOfAM C PefKUMIU >KM3HEYTPOXKaro-
MM 3a00/IeBaHNAMM YUCTNIOCh OKOJIO 15 ThIC. 4erno-
Bek. Hanbonpiree 4ncino opdaHHBIX HALMEHTOB C XKN3-
HeyTpOXKAIOMMMM 3a00/IeBaHUAMY IPOXVBAIM B IIIe-
cTu pernoHax (puc. 1) [6].

Cornacao ®epepanbHoMy 3akoHy Ne 323-D3 opra-
HM3auusA obecredeHns rpakKiaH JIeKapCTBEeHHBIMY Ipe-
napaTaMy ¥ CHelaaU3MPOBAHHBIMM IIPOSYKTAMU JIe-
4eOHOTO NMUTAHUSA /I JiedeHNs 3a00/IeBaHull, BKIIIO-
4YeHHBIX B IlepedyeHb >KM3HEYTPOXKAOIIMX ¥ XPOHUYe-
CKMX Iporpeccupyomux pegkux (opgaHHbIX) 3abore-
BaHMII, IPUBOJALINX K COKPAIEHUIO IIPOfO/DKUTEIb-
HOCTM >KVM3HY TPaX/jaH MM X NHBAJIMAHOCTH, ABJIACT-
Csl TIOJTHOMO4YMEM OpPTaHOB TOCY/IAPCTBEHHOI BIACTHU
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Puc. 1. Peruonsl, mpupyolye M0 YMCIEHHOCTY Op(aHHBIX Maly-
€HTOB C KM3HeyTrpoXKaoumumu 3aboneBannamu B Poccun B 2020 .
(B abc. en.).

cyopekToB Poccmitckoit Penepanuu. Ho xoopanHamsa
BOIIPOCOB 3[paBOOXpaHeHNs, B TOM 4ucie obecreye-
HMe OKa3aHusA [OCTYIHOM M KayeCTBEHHON MegULIVH-
cKoit momouiy, oTHeceHa Koncturynueit Poccuiickoir
Qepepanuu K coBMeCTHOMY BefieHMIo Poccuiickoit Qe-
mepanuy u cyopekToB. ITo Bompocy obecrieueHns je-
KapCTBEHHBIMU TIperapataMy Jjsl jedeHus 3aboneBa-
HMIA, BKIIOUYEHHBIX B [lepedeHb pegkmx KusHeyTpoxKa-
Iolux 3ab0/eBaHmit, ecTh ompepneneHne Koncturynm-
onHoro Cypa Poccumiickoit @epepanumu ot 02.07.2013
Ne 1054-O [7]: «...ompegmenenue Poccmitckoit Pepepa-
1[Mell TIOTHOMOYUII OpraHOB TOCYIapCTBEHHOI B/IACTU
cyobexToB Poccuiickoit @epepanyy 1o npegMeTaM co-
BMECTHOTO BeJJeHNs, CBA3aHHBIM C peannsanmueir GpyHk-
LM COLMATbHOTO TOCYlapCTBa, He O3HadaeT, 4To Poc-
cuiickas Qefepauusa TeM CaMbIM IlepecTaeT HeCTU OT-
BETCTBEHHOCTDb 33 COCTOsIHME Jie/l B COOTBETCTBYIOIIEN
cdepe (Ilocranosnenne ot 17 nions 2004 roga Ne 12-IT;
ompenenenus or 27 pexkabps 2005 roga Ne 502-O u ot
16 HOs16ps 2006 roma Ne 508-O). Hanpotus, B cinydae
HEIOCTATOYHOCTU COOCTBEHHBIX CPECTB IS TOKPHI-
TUSI PAacXO[j0B Ha obecredyeHne TeKapCTBEHHBIMU IIpe-
mapaTtaMu Jyis JiedeHus: 3ab0jeBaHuil, BKIIOYEHHBIX B
[lepedeHb >KM3HEYTPOXKAOIIMX M XPOHMYECKUX IIPO-
rpeccupymoomnx penkux (opdaHHbIX) 3a-
0oeBaHMIl, IPUBOAALINX K COKPAIIEHNIO
NPORODKUTETBHOCTU XXKU3HU TPKJAHMU-
Ha JIM €r0 MHBAIMIZHOCTHU, CYOBEKTBI
Poccuiickoit Pefepanuy BIpaBe paccdm-
TBIBaTb Ha oKa3aHue uM Poccuiickoir De-
Ieparueit B TON nn MHOi popme prHaH-
COBOIJI IOMOIIM 1]€/IeBOTO XapaKTepay.
HeicCTBUTENbHO, Ha  INPOTIKEHUN
10 71eT IpM HaIMYIMM 3aIIPOCaA OT CYOBeK-
toB Poccuiickoit eneparuu o He0OX0oqu-
MOCTU HOMUHAHCUPOBATH JIeKAPCTBEH-
HOe obecreyeHue MAIVIEHTOB C PeIKUMMU
XKM3HEYTPOXKAOIIMY  3a00J/IeBaHMAMU
opranamu Bnactu Poccuiickoit Pepepa-
LMY IPUHUMAJIUCD pellleHN s, HallpaB/IeH-
Hble Ha COfeliCTBMe U yIydlleHNe CUTYa- 0
LMY CO JIBTOTHBIM JIEKapPCTBEHHBIM 00ec-
Ie4eHyeM YKa3aHHOI KaTeTOpyy NalyeH-
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TOB: TaK, B 2015 r. mo nocranosnenno IIpaBurenbcrea
Poccniickoit @epeparun ot 19.06.2015 Ne 609 u3 depe-
paspHOro 6r07KeTa OromKeTaM cyObeKToB Poccuiickoii
Depepauny O6bUIM BbIIE/TEHbl VHbIE MeXOIOKeTHbIE
TpaHcdepTsl B pasMepe 12 mipp py6. B Le/ax yrydiie-
HUA JIEKapCTBEHHOTO obecIedeHNsA TpaKiaH, B TOM
qICIe OIS JledeHus 3a00ieBaHmil, BKIIOYeHHBIX B [le-
peueHb >KM3HEYTPOXKAIINX ¥ XPOHMYECKUX IIporpec-
cupyrolmux pegkux (opdaHHbIX) 3a00/IeBaHNMII, TIPUBO-
OAIMX K COKPAllleHMIO IPOJO/DKUTENbHOCTU >KU3HU
TpaXJaHVHA WV VHBATUJHOCTIL.

Jlamee paccMOTpMM pe3ynbraThl peanuzaunu depe-
panbHOI mporpamMmbl Munsgpasa Poccum «14 B3H».
CoracHO aHaMM3y 3aKYIOYHBIX IpoLefyp IO IIpo-
rpamme «14 B3H», nposeferHomMy Beepoccuiickum co-
1030M HALMEHTOB [8], 4MC/I0 ManyeHTOB 3a MOCTefHIEe
10 y1eT peanusanyuy IpOrpaMMbl YBEIMYMUIIOCh B 4 pasa
(c 52 teiC. B 2009 1. 0 230 THIC. B 2021 T; puc. 2).

Kak BUIHO U3 CTaTUCTMYECKUX HAHHBIX, IPEACTAB-
JIEHHBIX Ha PUC. 2, €XKETOflHO NEeMOHCTPUPYETCA HEU3-
MEHHBIII POCT 4MC/Ia MAlYIeHTOB, YYacTBYOIUX B IIPO-
rpaMMe.

IToxasarenun QUHAHCMPOBAHMA IMPOTPAMMBI Ipef-
CTaBJIeHBI Ha puC. 3.

OuHaHCMpOBaHME IPOTPaMMbl HOCUT HeTMHENHBIN
XapaKTep, OHO U3MEHATIOCH KaK B IUIIOC, TaK ¥ B MUHYC
HEe3aBJICHMO OT IIOCTOSIHHOTO pOCTa KO/MMYeCTBa Ialy-
€HTOB, KOTOpble obecreunBarTcsa nporpammoit. Pax-
TUYeCKMil pOCT B py6neBoM skBuBaseHte ¢ 2008 I. co-
CTaBUI 4yTh H607ee 100%, Ipy TOM 4TO KOMTUYECTBO TIa-
1ueHToB (¢ 2009 I.) yBeIMYMIOCh MPaKTUYeCKN B 5 pas.

IIpoBenennsiNt Becepoccuiickum co030M NaLMIEHTOB
aHAIM3 MO3BOMMI aBTOPaM 3aK/IIOUUTbh, YTO AeUINT
¢unancuposanua B 2021 1. cocTaBm mopsaka 10 mpy
py0., a ¢ ydeToM moTpe6HOCTI B POPMUPOBAHUY TIepe-
Xopsiero ocratka Ha 2022 r. — 18 mipp pyo.

K nauany anpensa 2022 r. Munsgpas Poccun nourn
MOJTHOCTBIO U3PACXOMI0Ba/ IPElyCMOTPEHHBIN Ha TEKY-
Uit Tof] OIOKET Ha 3aKYIKY IIPeIapaToB II0 TOCIPO-
rpamMe «14 B3H». OKY «DenepanbHblil LeHTP MIaHK-
pOBaHMA M OpraHM3alMM JIeKAPCTBEHHOTO obecrede-
HYSL TPaX/JaH» OOBABUIO JJOIOMHNUTETbHBIE ayKLIMOHBI
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Puc. 2. Unco maiyeHToB B IporpaMMe BHICOKO3aTPATHBIX HO307I0rMi1 (B abc. ef.).
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Ha IpHoOpeTeHNe JIEKapCTB U3 IepedHs 70
«14 B3H» obuieit ctomMocTbio 23 MIIpH
py6. OTn cpenctBa OBUIM 3a/lOXKEHBI Ha 60
2023—2024 rr. [9]. Taxke, IO MHEHMIO
aBTOPOB, 3a NOC/IeNHME 5 IeT YIaCTUINUCh 50
cmy4dan obpallieHNiT OT IMAI[MEeHTOB U Ia-
LVIEHTCKVX OpTaHM3aLViT 10 IOBORY c60- 40
€B B peajM3aluy IpaBa Ha MOTyYeHue jle-
KapCTBEHHBIX IIpeIapaToB, HECMOTPA Ha 30
3HAYMTENbHBIE YCWINA, KOTOpble ObUIN
HaIlpaB/IeHbl Ha peanM3alMio ¥ pasBUTHE 29
nporpammsl [8].

Kax yrBepxpator aBropsl (Bcepoccmit- g
CKUI1 COI03 malueHTOB) [8] B cBOEM uC-
CIelOBaHNY, pealibHas CUTyalus ¢ obec-
IeYeHreM IIalIMEHTOB C PACCEAHHBIM
CKJIEpO30M OKpenm3yMaboM (MexjyHa-
pogHOe HeNaTeHTOBAaHHOE HalMeHOBa-
Hue — MHH) u 6ompHbIX remodunmei
smuiusymabom (MHH) B 2021t 6blTa
CTIeAyIOIeil: 3aKYIKa OKpe3yMaba Obl1a OCyIIeCTBIIe-
Ha B pasMmepe 49 1 17% (cymmapHO 66%) OT OTpe6HO-
cti 2021 r. B MapTe u uroHe 2021 I. COOTBETCTBEHHO, a
3aKyIlKa sMuIu3ymaba B pasmepe 50% oT moTpe6HOCTI
2021 r. 6pUTa OCyIIeCTBIEHAa TONbKO B ampene 2021 T,
Ipy 5TOM (PaKTUYECKM MOMTy4YaTh TePANNIO NallVeHThl B
HEKOTOPBIX perMoHaX CMOIIM TOJMBKO B MIOHE U3-3a
OIUTEIbHOTO Ipollecca IOCTAaHOBKM IIpenapaTa Ha y4eT
U OTIYCKA ManyeHTaM. TakuM 06pa3oM, MalieHThl B
TedeHMe 3—6 MeC HaXOAWINCh 6e3 JIeYeHN B OXKIJa-
HIUU NOMy4eHMs npenapaToB. ClefoBaTeNnbHO, He YCIeB
HayaTb JOJTOXXJaHHYIO Tepaluio, Mal[MeHTbl BBIHY K-
HBI OBUIM ee IpepBaTh IO NMPUYMHE OTCYTCTBUA OKpe-
nuaymaba u sMunu3ymaba B permoHax B HEOOXOAVMMBIX
KOJINYeCTBAX, 3asBJAeHHBIX cnenuaanuctamu Ha 2021 1.
Heduuut oxpenusymaba Habmogancs B 80 pernoHax,
YTO CKa3anoch Ha 2350 manneHToB. AHaJIOTMYHAA CUTY-
arus (o MHEHUIO aBTOPOB 1ccmenoBanus [8]) Habmmo-
Janach elle ¢ 8 mpenapaTamy nporpamMmbl «14 B3H».

Kak ckasano panee, B 2021 r. IlocraHoBneHMeM
IIpaButenbcrba Poccmiickoit @epepaunu ot 21.05.2021
Ne 769 6butn yTBepAeHbl IlpaBmaa (Ha OCHOBaHMMU
Yxasa IIpesugenta Poccuiickoit @enepanum Ne 16 o co-
3panum Poupa «Kpyr 1o6pa»), KOTopble ycTaHABIMBA-
10T HOPSA/IOK obecIieyeHns OKa3aHMsl MeIMUIHCKO 10~
Mot (mpu HeOOXOXMMOCTI — 3a Tpefenamu Poccuit-
ckoit Pefepaluy) KOHKPETHOMY PeOEHKY C TsKelbIM
XKM3HEYTPOXKAIOIIVIM VIV XPOHMYECKUM 3a00/IeBaHIEM.
Hacrosamue IlpaBuia pacnpocTpaHAOTCA Ha fAeTeil B
Bo3pacTe fio 18 ser, aBnAromuxca rpaxgaHamu Poc-
cniickoit @epepanyuu [10, 11]. CoracHo gaHHOMY J0-
KYMEHTY, IlepedeHb 3a060/eBanmit popMupyercs c yde-
TOM C/IeAYIOIIX KPUTEPUEB:

—3aborneBaHNne MMeeT PacIpOCTPaHEHHOCTDb He 60-
nee 10 crydyae Ha 100 Tbic. HacelTeHMs M/UIN SAB-
JIs1eTCA XPOHUYECKUM C TSDKE/IbIM TeueHMeM, Ipu-
BOAAILIMM 0e3 ITaTOreHeTYECKOTO IeYeHN K BbI-
PaKEeHHBIM HapyIIeHMSM >XV3HEHHBIX (PYHKIIMIT
WIM 7IeTaJIbHOMY MICXOZY B IETCKOM BO3pacTe;

— s edeHMs 3a00/MeBaHUA MONOTHUTENBHO K
ob6beMaM MEOUIIMHCKON IMOMOILM, OKa3bIBaeMOM
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Puc. 3. 3arparTsl Ha IpOrpaMMy BBICOKO3aTPaTHBIX HO30/IOTMIt (B MIIPZ pyo.).

rpak/jaHaM B paMKax IIPOrpPaMMbl FOCYIapCTBEH-
HBIX TapaHTUIl OECIUIATHOrO OKasaHMsA TIpakfa-
HaM MeIMI[MHCKOI ITOMOIIY, He0OXOAMMO JJOIOI-
HUTeNbHOE (PUHAHCOBOEe obecredeHMe OKa3aHVA
MEMIVHCKOI TIOMOIIY eTAM ¢ OpdaHHBIMMA 3a-
OoneBaHMAMY, BKIIOYasg obecIedeHMe JeKap-
CTBEHHBIMU IIperapaTaMy ¥ MeJUIMHCKUMU W3-
memuAMM, a TaKXKe TeXHUYECKMMIU CpefcTBAMU
peabunurarum;
— I71A1 7iedeHyA 3a00/IeBaHMsA UMEIOTCA TeKapCTBEH-
Hble IIpelapaTbhl MaTOT€HETMYECKOro MAeNCTBUA,
3apeructpupoBaHHble B Poccuiickoit ®eneparun,
u/wnm B cTpa”ax EBpomeiickoro corwsa, n/umm B
Coepunennbix IllTatax AMepuku, MIM UMeEHOTCA
MeIVLIVHCKME M3fleNnd, IpefHa3HAuYeHHble I
KOPPEKIIMY U/IN JIeYeHM A )KU3HEYTPOXKAOLINX 3a-
6oneBaHNMii, 3aperncTpupoBaHHble B Poccuiickoir
Qenepauny, u/unu B cTpaHax EBpormeiickoro co-
1033, u/unn B CoeguHenHbIx IllTaTax Amepuku, a
TaKoKe TeXHNYECKMe CPefCTBA peabumnTanny;
— IS JIedeHus 3a00/IeBaHUA MIMeeTCs MeTOf jiede-
HIS C HAYYHO JJOKa3aHHOI 9(p(PeKTUBHOCTBIO.
OrmernM, 4TO obecredeHMe OKa3aHNUA MeIMIVH-
CKOJ1 ITOMOIIY KOHKPETHOMY pebeHKy ¢ opdaHHbBIM 3a-
6oneBaHMeM B 4YacTy oOecHedyeHNs jTeKapCTBEHHBIMU
IpenapaTaMy ¥ MeIMLUVHCKUMU M3ZENVMAMHU, a TaKKe
TeXHUYECKVMIU CPEeNCTBaMU peabUINTaluy OCYIIeCT-
BJISIeTCA B COOTBETCTBUM C yTBEep>K[JaeMbIMM IIOIEYN-
TelbCKMM coBeToM (POH/Ia IepedyHeM JIeKapCTBEHHbIX
IpenaparoB, 3akymaemMblx Munspgpasom Poccum nmm
HOJBENOMCTBEHHBIM €My Ka3eHHbIM YUPEX/eHUEM 1A
HyXJ QoHJa, 1 IepeyHeM /IeKapCTBEHHbBIX IIPeNaparTos,
MEIVNIVHCKNX W3JeINil, TEXHNYECKNX CPeICTB peabu-
UTanuy, 3akynaeMblx QOHIOM [N OKa3aHMA Mefu-
LIMHCKOJ IIOMOIIN JIETAM C TsDKEIBIMU XKM3HEYTPOyXKalo-
UMM ¥ XPOHUYECKUMM 3a00/IeBaHVAMM, B TOM YUCTIe
penxumu (opdaHHbIMM) 3aboneBaHMAMM (fanee — Iie-
PeYHM J/IA 3aKYTIOK).

IIpn popmmpoBaHUM IlepedHell IS 3aKyHOK JIe-
KapCTBEHHBIX NpeNapaToB 9KCIepTHBIM coBeToM PDoH-
Ia YIUTBIBAIOTCA CNIeRyIolIye KpUTepUL:
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— OTCYTCTBUE BO3MOXKHOCTU OecIIaTHOTO obecIie-
YeHMs JIeKapCTBEHHBIM IIperapaTtoM uin obecre-
YeHMA JIEKaPCTBEHHBIM IIPenapaToM CO CKUJKOIA,
B TOM 4YMC/Ie B CITy4ae, eCM JIeKapCTBEHHBbII Tpe-
IapaT He BK/IIOUEH B yTBepX/ieHHbII [IpaBuTesnn-
ctBoM Poccmiickoit ®epepanun Ilepeuens e-
KApCTBEHHBIX IIPENaparoB, IIpefHa3HAaYeHHbIX
st obecriedeHus nui, OGOMBHBIX reModuIMe,
MYKOBVICIIIJIO30M, TMIO(QU3apHbBIM HAaHU3MOM,
6onesnpio Tomre, 37T0KaYecTBEHHBIMM HOBOOOpa-
30BaHUAMM TMMQPOUTHON, KPOBETBOPHOI U POJ-
CTBEHHBIX UM TKaHell, pacCesHHBIM CKIEpO30M,
TeMO/IUTUKO-YPEMUYIECKIM CHHAPOMOM, I0HOMIe-
CKVUM apTPUTOM C CUCTEMHBIM Ha4ya/IOM, MYKOIIO-
nmucaxapugosom I, II n VI tuna, annactuaeckon
aHeMuell HeyTOUHEHHOI1, Hac/IeACTBeHHbIM Jeu-
mutoM ¢akropoB II (¢pubpunorena), VII (ma-
6unpHoro), X (Crrioapra—Ilpayspa), mui mocie
TpaHCIUIAHTAIVV OPIaHOB M/VIN TKaHell;

— JIeKapCTBEHHBII ITperapar NpefHa3HadeH I a-
TOTEHETUYECKOTO JiedeH1s 60bHOrO ¢ 3abo/eBa-
HIeM, BK/IIOYEHHBIM B IIepedeHb 3a00/1eBaHMIT;

— JIeKapCTBEHHBINI IIpenapaT 3aperucTpupoBaH B
Poccuiickoit ®enepanyy, u/umm B crpanax Espo-
nerickoro coroosa, u/mnn Coenuuensbix IllTarax
AMepuku;

—JIeKapCTBEHHBINl IIpemapaT MMeeT MOKas3aTelb-
CTBa KJIMHMYECKO addekTuBHOCTH 1 Gesomac-
HOCTHU €To NpMMeHEeHNUs NpM JaHHOM 3aboseBa-
HUM (IIpUBeJeHbl CChUIKM Ha KIMHUYEeCKIe UCCTIe-
noBaHusA 9P PeKTUBHOCTY U 6e30MaCHOCTY TIPU-
MeHEeHM IaHHOTO JIeKapCTBEHHOTO IIperapara);

— IO pe3y/IbTaTaM MOHUTOPUHTA 3P (HeKTUBHOCTI U
6€30I1aCHOCTM IeKapCTBEHHOTO IIperapara OTCyT-
cTByeT MH(pOpPMANMA O BBIABJIECHUN [AHHBIX, HE
COfIepKAIIMXCSA B MHCTPYKIUY 110 MEAVILITHCKOMY
IpUMEeHEHMNIO, MM UHPOPMALVs, CBUAETENIbCTBY-
I0ll[as O NpPEeBBIIIEHUN BO3MOXXHOTO PMCKa IIpU-
MEHEHNs JIEKapCTBEHHOTO IIperapara 1o OTHO-
LIEHUIO0 K 0>XUIaeMOIl MO/Ib3e;

— JIeKapCTBEHHBIII IIpeTapat, KOTOPbIN IIpefiIaraeT-
Csl I BK/IIOYEHNA B IepedeHb JIeKapCTBEHHBIX
IpenapaToB, 3aKynaeMblx MuHsgpaBom Poccun
WIX HOABEJOMCTBEHHbIM €My Ka3eHHBbIM Ydpe-
KpeHueM A Hyxn PoHpa, 3aperncTpupoBaH B
Poccniickoit ®epeparinn.

Taxoxe B IlocTaHOB/IEHNN TOBOPUTCS, YTO IIOMOIb
MOXXeT OBITh OKa3aHa KaK /11 KOHKPeTHBIX JieTell C TA-
YKETIBIMY YKU3HEYTPOKAOIIVIMY MV XPOHNYECKMMH 3a-
0o7eBaHMAMY, TaK U JJIsI TPYIII TaKUX feteit. [Ipu aTom
IIOMOIIb MOKET OBITh OKa3aHa 3a TPAHUIIEI.

PaccmoTtpumM pesynbraTthl meAaTenbHocT PoHpa 3a
2021 r. [12]. ITo uroram 2021 r. B mepeyeHb 3ab0eBa-
HUIT, ¢ KoTopbiMu paboraer Ponp «Kpyr mobpa», Bo-
num 44 Hosonoruu. 1o Bce opdaHHbIe 3ab60/IeBaHNs,
I/id KOTOPBIX CETOAHA €CTb IaTOT€HEeTUMYeCKoe Jieye-
Hye. QOHJ OCYIECTBAET 3aKyNKy 40 HayMeHOBaHMUI
JIeKapCTBEHHBIX IIPeNapaToB U IIATHU BUOB MeUIUH-
cknx mspemuit. @onp cobmectHo ¢ Munsgpasom Poc-
cuu paspaboran MHPOPMAIVOHHYIO CUCTEMY, IO3BOIA-
IOLIYI0 POAMTENAM JieTell IofaBaTh 3asAB/IeHNUe Ha II0-

JydeHye IIOMOIUM dYepe3 eUHBIN IOPTan Tocynap-
CTBEHHBIX YC/IYI, a TaKXXe OTCIeXNBaTb IpPOLeRypy
NPUHATUA PEIIeHNIT 10 3asABKe Ha JIeKapCTBEHHOe obe-
CIie4eHue.

B 2021 r. ®onp «Kpyr gobpa» okasan momompb 2085
netsim: 2058 meteit 6bUTM 0OeCIIeYeHbI TEKAPCTBEHHBIMI
IpenapaTaMyu ¥ MeAULVHCKUMY U3TENUAMUI VIN UX 3a-
KYIIKa 6bU1a 3aKOHTPAKTOBaHa; 27 HeTell CO 3/I0Kaye-
CTBEHHBIMU 3a00/IeBaHNAMM KPOBY M KPOBETBOPHBIX
OpPraHOB U TSDKE/NBIX HE3IOKaYeCTBEHHBIX OoesHell
KPOBU U BPOXJEHHBIX MMMYHOMePUIVTOB IIOTYININ
CrenManu3MpOBaHHYI0O MEIULIMHCKYIO ToMollb B PI'BY
«HammoHanmpHbINT MEIUIIMHCKUI MCCIIeOBATENbCKIUN
LEHTP GEeTCKOJ IeMaTO/IOTUH, OHKOJIOTUY ¥ UMMYHOJIO-
ruu uMmeHu mutpusa PoraueBa» Munsgpasa Poccun
(Tabm. 2).

O6muras cyMMa CpeficTB, COOpPaHHBIX 3a CYET ITOBbI-
IIEHHON CTaBKM HAJIOTO00/IOKeHMA U HaIpaBIeHHBIX
Ha peanM3alli0 OCHOBHBIX 3ajjay, IOCTAaB/I€HHBIX Iepe]
®onpom «Kpyr gobpa», B 2021 1. cocTaBmna 75,05 MIpa
py6. B 2021 r. Ha peanM3anNIo JOIOTHUTENTLHOTO MeXa-
HU3Ma opraHmsanuum u (uHAHCOBOTO oObecredeHus
OKa3aHUA MeNUIMHCKON MOMOLIY AETAM C TSKeNbIMU
KM3HEYTPOXKAIOIVIMU ¥ XPOHUYECKUMM 3a00/IeBaHMA-
MM, B TOM 4Kc/ie pegkumy (oppaHHbIMMU) 3a60/IeBaHMs-
M1, 6bUT0 HampasjeHo 6onee 30,9 mipn py6. (cBbimie
99% Bcex TpaT PoHpa).

®onp «Kpyr mobpa» caMOCTOATENIbHO OIpesiernsaeT
nepedyeHb 3a00/IeBaHNUII U IlepeveHb KaTeropuil jeTeit,
I/l KOTOPBbIX IOKa3aHO Ha3HaueHMe JIeKapCTB, Mefu-
IVHCKVX M3TENNI M TEXHNYECKUX CPefiCTB peabyInTa-
VM COITIACHO KpuUTepuaAM (IpuBelieHbI paHee). Taxxe
¢$boHI popMMpYyeT CIIUCOK IpeapaToB U MEAUIMHCKAX
U3Jenuil, KOTOpble OH 3aKyIaeT CaMOCTOATENIbHO 3a
C4eT TPAaHTOB U NOXXEPTBOBAHMIL, U TeX, YTO 3aKyIIaeT
rOCy#apcTBo. Pemenns o sakymnke 1mo o60oMM crmckam
npuaumaetrca Ponpgom. CrefosaTe/bHO, IOMOILb MO-
XKeT ObITb OKa3aHa He BCEM, KTO B Heil Hy>K/IaeTCA.

PaccMoTpuM mpumep ¢ jedeHMeM OONBHBIX CIN-
HaJIbHOJ MBIIIEYHOI arpodumeit — penkum (opdan-
HBIM) 3a00/IeBaHMeM, IIpY KOTOPOM IPOMCXOANUT OTMMU-
paHue OBUTaTE/IbHBIX HEMPOHOB CIMHHOTO Mo3ra. Cnu-
HaJIbHasl MBILIeYHAsA aTpOMs IPOABIAETCA B BIUJE Ha-
pyureHyst GyHKIMIT MYCKY/IaTypbl HOTL, TOJIOBBI, LIeY, a
BIIOCTIE[ICTBUM — JIETKUX, CePALIA U APYTUX BHYTPEHHUX
OpTraHOB. YXac 3TOro 3a00/IeBaHMsA COCTOUT B TOM, YTO
pebeHOK, CTpafaloNVii MM, COXpaHseT IIOTTHYIO ACHOCTD
yMa. bes 1o/mKHOro neyeHN s NanyieHThl pefKo JOXKIBa-
0T JI0 IBYX 7eT. Kak pe3ynpTaT — CMepThb OT OCTaHOB-
KJ CepALia WM YAyLIbA.

IIpenapat, KOTOPBIII MOXKET CIIACTU pebeHKa OT He-
MMHYeMOll rmbenu, ectb. TaKuM He3aperucTpupoBaH-
HBIM IIpenapaToM 10 9 nekabps 2021 r. 6pi1a «30reHc-
Ma» — CaMblil JOPOIoJ Ipemnapar B MUpe, NpeHasHa-
YEeHHBIN /11 TeHHO-3aMeCTUTEe/IbHOM Tepanuy 60TbHbBIX
CIIMHA/IIbHON MBIIIEYHO aTpodueil. YHMKATbHOCTD
3TOro Mpemnapara 3aK/II09aeTcs B TOM, 9YTO OH BBOIOUTCA
OVMH pa3 B KM3HM U 3aMeraeT gedekTHbil reH SMNI,
BbI3BIBalolNit 3aboneBanme. [loctanoBnennem [IpaBu-
TenbcTBa OT 18.01. 2022 Ne 14 6bU10 BHECEHO M3MeHe-
Hie B [IpaBwia mpuoOpeTeHus IpenapaTos, MO3BOJIA-
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Tabnuma 2

Wroru pearenpuoctu Ponpa «Kpyr mo6pa» mo obecrmedeHHOCTH MAIMIEHTOB (feTell) C TAKEIBIMIU KI3HEYTPOXKAIOUVIMU VIV XPOHUYEeCKIMMN
3a60/IeBaHUAMM TeKapCTBEHHBIMU npenapatamu B 2021 r. [12]

HanmeHoBaHme npenaparoB Ynerno ma-
3abonenanme TOProBOe Ha¥MEHOBaHNUE THHCHTOB,
MHH (TH) abc. e
CrmHanbHas MblIIeYHas aTpodus Hycunepcen Cnmupasa 674
Pucpunnam IBpucau 496
OnacemHoOreH abenaBoBek 3onrencma 20
CemeliHasA cpeM3eMHOMOPCKAs TMXOpajiKa Kanaxuuyma6 Vinapuc 20
Kpuonupun-acconumnpoBaHHbIi IePUOAMYECKIil CUHIPOM Kanakunyma6 Wnapuc 15
Tlepronmyeckuit CHHAPOM, aCCOLMMPOBAHHBII C perienTopoM ¢akropa KaHakuHymab Wnapuc 6
HEeKpO3a OIlyXO/u
bonesnp Ilomne Anrmiokosupasa anbda Maitosaim 21
Innodocdarasus Acdorasa Anbda CrpeH3uk 26
Myxononucaxapuzos IV A Anocynbdasa Anbda Bumusaiim 47
Heitpo6nacroma Hynyrykcumab 6era Unituxin, Isquette, Kapsu6a 57
Muopncrpodus [TonrenHa—bBekkepa ATtanypen Tpancmapna 132
MyxkoBucrnpio3 VIBakadrop+/Tymakaprop Opkambu 234
Anekcakadrop/ViBakaprop/Tesakaprop  Tpuxadra/Kadrpno 91
CHUHIpOM KOPOTKOJ KMIIKI TemyrmyTun Pesncrus/T'aTTecTun 53
Ty6eposHblit CKepo3 OBeponumyc Acdunnrop 67
HeltpoHa/IbHBIIT LIepOUAHBII INITOPYCIMHO3 2-TO THIIA Llepnumonasa anbga bpuneiipa 1
Jleduiut 1TM30COMHOI KUCIIOI /IMITa3bI Cebennmasa anbda Kany6a 32
HacnepcTBeHHbIe [UCTPOGMN CEeTUATKY, BHI3BAaHHbIE OMATIETbHBIMU BopeTnren HemapBoBek JlykcTypHa 6
MyTauusamu B rene RPE65
Heitpodubpomaros 1-ro tuma CenymeTnnu6 Kocenyro 30
Tunep-IgD-cunppoM /cuHApPOM feduinTa MeBaTIOHAT-KIMHA3DI Kanaknuyma6 Vnapuc 9
Anbda-MaHHO3MI03 BenmaHa3sa anbga JTamsug, 2
IIponyoHoBas anupeMns Kapraymosas kucnora Kap6arny, Yuenan 3
MeTtunmanoHoBas anugeMust 3
HacnencTBeHHbIN aHTMIOHEBPOTUYECKIUI OTEK Jlanagenyma6 Taxsaitpo 9
XpOHI/I‘{CCKaH BOCITA/INTE/IbHAA I[eM]/IeTII/IHI/ISI/IpyIO]_[LaH TIOIMHEBPOIIATNA MMMYHOI‘IIO6YTII/IH Ye/T0BEKa HOpMaHbeIﬁI HpI/IBI/IJI)KeH 2
LleHTpanbHBI TUIOBEHTH/IALOHHbIN CHHAPOM CrumynaTop auadpparmanbHoro (Gpenn- 2
Jyeckoro) HepBa Mapk IV
Uroro... 2058

fomee ¢pouay «Kpyr pobpa» sakymate 3aperncTpupo-
BaHHble B Poccmiickoit @emepauyy jgekapcTba [0 MX
BBOJIa B TPX/JAHCKMIT 000OPOT B Te4eHUe 6 MeC CO JHSA
rOCyIapCcTBeHHON peructpaunun. Panee Hesaperucrpu-
POBAHHBII IIpenapar Mor 6bITh puBe3eH B Poccuio 1o
3ampocy moboro 6marorBoputenbHOro (Qonma 3a
121 mnu py6. CnepmoBatenbHo, Ponp «Kpyr mobpar
BPEMEHHO CTa/l eAMHCTBEHHBIM (OHJIOM, MMEIOINM
IpaBo Ha nprobpeTeHne «30MTeHCMbl» (IO OKOHYAHMIS
TOCYHApCTBEHHOI PerMCTpaLiy Ipernapara).

Ta6bnumna 3

Pacxopbr ®onpa «Kpyr go6pa» B yacTu 3aTpar Ha OCHOBHYIO
BeATeTbHOCTD

Hanmenosanue pacxofioB ‘ Cymma, py6.

4 564 781 280,53
(3aKOHTPAKTOBAHO)
3462 760 915,20
13 HUX OI/IA9€eHO

OCY]_HCCTB}'ICHI/IC 3aKYIIKM HE 3apermcTpMpoOBaHHbBIX B
Poccnn JIEKApCTBEHHBIX IIPETIAPATOB

OcylecTB/IeHNe MENYILIVHCKO IIOMOLLM AETSM C TS~
JKeJIBIM JKM3HEYTPOXKAIOLINM V/TI XPOHMYECKIM 3a60-
JleBaHMEM, B TOM 4KCiIe pekuM (opdaHHbIM) 3abote-
BaHNEM

3aKyIKa 3aperucTpupoBaHHbIX B Poccnn exapcr-
BeHHBIX npenapaTos Yepes PKY «DenepanbHbit
LEHTP IVITAHVPOBAHNA U OpPTaHM3ALNN JIEKAPCTBEHHO-
ro obecreyeHns rpaxuan» Munszgpasa Poccun

ViTor o: CpeacTsa i peannsaluy JOIONTHNATENb-
HOTO MeXaH}3Ma OpraHusanuy u GUHaHCOBOro obec-
IedeHus OKa3aHMsl MeNMIMHCKOI ITOMOLIM ETSIM C
TSKETIBIMY SKMBHEYTPOXKAIOLMMI M XPOHMYECKIMMU
3a00/1eBaHIAMI, B TOM 4KciIe peaknmu (opdaHHbI-
Mu) 3a60/1eBaHNUAMU

53013 226,04

27 385 635 661,93

30901 409 803,17

Ho mo xputepusaM, 0603Ha4eHHbIM BBbIlE, HE BCe
Ke/Talollyie MaIJeHThl MOIIM MOTY4YUTh Of00peHNe Ha
obecnieuenne «3onreHcMor». [1o aHHBIM KPUTEPUSIM
BO3PACTHOI IIpefieN ieTeil CO CIMHATbHOM MBIIIEYHON
arpodumeit — o 6 Mec. ITo mocTmxeHUN 6-MeCIIHOTO
BospacTa PoHp oTKasbiBaeT B nedyeHun. CTOUT OTMe-
TUTD, 9YTO IPOM3BOAUTENEM NAHHOIO IIpernapaTa CPOK
YCTaHOBJIEH JI0 2 JIeT. B Takux ciyvasx, mocjie oTKasa B
HOTYy4YeHUY JIe4eHVs, POAUTENN OONbHBIX JieTell BbI-
HY>XJI€Hbl CaMOCTOATENIbHO WCKaTb a/bTepPHATUBHbIE
BapMaHTbl INpUOOpeTeHMst «30/ATeHCMbI», OpPraHU3Ys
cOOpBI JIeHEeKHBIX CPeACTB, 00paliasch B 61aroTBOPK-
Te/IbHbIe OPTaHM3ALMY U K 3apyOeKHBIM IIPOM3BOLUTE-
JIIM IIpelnapaTa.

O6cyxaeHue

B 2020 r. B rocygapCTBEHHON IporpamMme MOMOILN
JIOISIM C PEAKVMIY SKM3HEYTPOXKAIOLIMMIY 3a00/IeBaHMA-
MM 4YVICJIMJIOCH OKOJIO 15 TBIC. 4E€/IOBEK, a B IIpOrpamMMe
«14 B3H» — 6omee 230 TbIc. B TO >Xe Bpems aBTOpBI
npoekTa «Ecmu 6bITh TOYHBIM» (cO3[jaH 6IaroTBOPU-
TenbHBIM (poHfOM «Hy’kHa IOMOIIb») YKa3bIBAIOT, YTO
9KCHEPTHBIE OLEHKU CWIBHO OTIMYAIOTCA OT O(UIMN-
ampHbIX [13]. Tak, xypHan «Rarus», KOTOpBII U3fjaeT
Bcepoccuiickoe o6mectBo opdaHHBIX 3a00eBaHMIT,
TOBOPUT O 2—7 MJIH JIIOfiell ¢ pefKuMu 60/IesHsAMU B
Poccun [14].

VHTepecHBI A1 paccMOTpeHMs pe3yabTaThl aHaIN-
T4yeckoro orderta lleHTpa crpaTermueckux paspabo-



[Tpo6reMbl cOLVIaTbHOI TUIVIEHD, 34paBOOXPaHeHNA Y UCTOPUM MeguunHbL. 2023; 31(1)

DOI: http://dx.doi.org/10.32687/0869-866X-2023-31-1-33-43

41

310poBbe 1 061IeCTBO

DeaepanbHbIi VPOBCHB

HcnoassosaHme MPENaparoe ¢ HerapaHTHPOBAHHEIM KAUCCTBOM _ l:s
ﬂc(jhi’{llMT tt]MHﬂHCHpOBﬂHH}I Hi PCROMCHIOBAHHBIC MCPOTIPHATHA
JleTanbHbic CAVYau no npHuMHHAM HCCBOCBPCMCOHHOTO JICHCHHA
Henoauas BeIABISCMOCTh

Mo 3AHAA BRIBIACMOCTE 34 SonceaHms

r[|)06,'|CNlh] MAPIIPYH3ALMHH MALUHCHTOR B MCIVUPCKICHHA

APYTHX PETHOHOB

HC})Cl)h]Bb] B JICHCHHH MO AIMHHHCTPATHBHBIM TNIPHYHHAM

Wupanuamsauss G0TBHBIX H3-33 HECBOCBPEMEHHOTO ICUCHHA

HeroToBHOCTE BIACTH !hHIIﬂIICHpOBﬂ'I'b JACKAPCTECHHOC

ofecrne cHUe MALUHCHTOB

HeobecneueHHO TS ACUCHHEM BCCX BbISBJICHHBIX M

HY 1AW MANCH MAUMCHTOB

IS:IJC[JJI\'N{! HAYaAa JCMCHHA MO aIMHHHCTPATHEHBIM TPHMHHAM

O'TC}‘TC‘T‘RMC KOHKPCTHKH BRTHYCHHA B CTTHCKH H HCKITHOYMCHHA
MpecnapaTos W3 CITHCKA, MO KOTOPBIM HACT [lJHHﬂHCHpO BAHWC

Jedmumt cneumanmeTos, cnocoHBIX BLIABHTE H

KOHTPOIHPOBATL JICHCHME

Hea0eTatoMHOE HeTOIB30BAHHE TEICMEIHLIMHBI npH

O(POPMICHHH JOKYMEHTOB Ha MPETapaThl

OTCYTCTBHE MACCOBOTO CKPHHHMHTA op(laHHbIX 3a001cBaHMI

OTC_\'TCBHC Janaca npenaparos 1714 BHOBL BbIABICHHBIX

MALUCHTOB Ha C.'I_\"I:Iﬁ IIC|JC§UCB B MNOCTABKAX

W PeruoHATBHEIH VPOBCHE

Puc. 4. Pesynbrarsl onpoca 14 aHaTUTUKOB — CIIELIMA/INCTOB 110 opdaHHbIM 3aboneBanuaM LlenTpa crpare-
rndeckux paspaborok [15] (B 6amnax).

TOK, KOTOPBIil OBUI IIOCBAIEH aHA/IN3y BO3MOXKHOCTEI
LeHTpa/IM3alyy 3aKyHOK JIeKapCTB I IMAIVIEHTOB C
pefKuMM 3a00/IeBaHNAMM 33 CYET CPeficTB (defepab-
Horo 6rompxera [15]. Tak, aHaMUTUKY LIEHTpa IIPOBENN
ompoc cpeny 14 crenyamicToB 1o op¢daHHBIM 3a0071e-
BaHUAM C I[e/IbI0 IIPOBEIeHMsI OLIeHKU IIPO6IeMbl B 06-
JacTy nedeHns (conpoBoXKAeHNA opdaHHBIX 3a60/1eBa-
HMIT). 3HAYMMOCTD IIPOOJIEMbI OLIEHMBA/IACh II0 IIKaje
ot 0 10 5, e 0 — 3TO €ee OTCYTCTBME, @ 5 — OYEHD BbI-
COKast 3HaYMMOCTb (puc. 4).

Camas BbICOKasi 3HAYMMOCTb IpobnemMbl (Ha deme-
PaJIbHOM U PErMOHATbHOM YPOBHSX) CBSI3aHA C OTCYT-
CTBUEM 3allaca IPeNapaToB i BHOBb BBIABICHHBIX
HalMEeHTOB Ha CIydail mepe6oes B mocraBkax. Ha Bro-
POM MecTe IO 3HAYMMOCTH OIIpefie/ieHa IpobseMa ¢ 0T-
CYTCTBUEM MacCOBOTO CKPMHIHTA Op(aHHBIX 3a00/eBa-
HU (C He3HAUMTENbHOI pas3HuMIileil 1o ypoBHsAM). Ha
TPeTbeM MeCTe PECIOHIEHTBbI OIpefeNIn Mpobnemy,
CBA3AHHYI0 C HEOCTATOYHBIM JCIIOTb30BAHUEM Tejle-
MeUIVHBL IpY 0OPMIEHNH JOKYMEHTOB Ha IIperapa-
THI U Je(PUINT CIELaTNCTOB, CIIOCOOHDBIX BBIABUTD 3a-
6oreBaHMe ¥ KOHTPOIUPOBATH JedeHre (Ha ¢enepanb-
HOM YPOBHe CUTYalsl MeHee KputuyHa). Kpome Toro,
K SBHBIM Ipo6ieMaM (Ha [IBYyX YPOBHSX) OTHECEHO OT-

CYTCTBME KOHKPETUKM BK/IIOUYE€HUA B CIIMCKU U MCKITIO-
YeHMsI TIPenapaToB M3 CIUCKA, IO KOTOPBIM mpaet Gu-
HaHCUpOBaHMe. Jafiep>kKKa HavajIa jJedeHn s 110 afiMIHI-
CTPAaTUBHBIM TIPUIMHAM U HeOOeCIeueHHOCTh TedeHN-
€M BCEX BBIABIECHHBIX M HYXJAMOIIMXCA ITalMIeHTOB
ompefeNieHbl KaK 3HAYMMble MPOOIEeMbl Ha PErvOHAIb-
HOM YPOBHE.

Anamutuky npoekrta «Ecnu ObITh TOUHBIM» 3aMeya-
0T, YTO AMarHocTuka B Poccun opdaHHbIX 60e3Hel u
TOCTYIIHOCTD JIe4eHUs MTOKa HefocTaTo4yHbl. OHM Ipu-
BOJAT JAaHHbBIE ONPOCA IALIMEHTOB, KOTOPbII B 2020 I.
npoBeno ob6benuHeHne «PapMmpober» COBMECTHO ¢
[eHTPaMy [OMOIIH MAIMeHTaM ¢ OppaHHBIMU 3a607Te-
BaHUAMU «[loM penkux», «[eHoM» 1 «UT0OBI BusieTb!»
[16]:

—oKomo 70% poccuiicKnx OpgaHHBIX ITAI[IEHTOB

He TIO/TY4YaloT JIEKapCTB WIN MOTYy4YaloT UX C Iepe-
60saMu;

—54% oTMeTnIy, YTO NPOBENU B OXKMIAHUY ITOCTA-
HOBKU J1arHosa rop 1 6osnee (6OIbUIMHCTBO yKa-
3a/IM B Ka4eCTBe IIPUYVMHBI HU3KNI YPOBEHb IOJ-
TOTOBIEHHOCTY Bpayeli).

HecoBepiieHCTBO cUCTeMBbl OpraHU3alUM JIeKap-

CTBEHHBIM OO0ecCIiedyeHMeM MAIVIeHTOB C OpQaHHBIMU
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3a00/IeBaHMAMYU BBIHY)X/JA€T TAaKMX IAIVIEHTOB ¥ WX
OMM3KMUX periaTb Mpob/IeMbl JIeKapCTBEHHOTO obecrie-
YeHNs] CaMOCTOSTeNbHO, Ipuberas K HeO0OXOAUMOCTH
TIOVICKA VI IPUOOPeTeHNs JIeKapCTBEHHBIX CPEACTB, BO3-
MOXHO, flaxke 3a npepenamu Poccuiickoit @enepanym.

3akiaroueHne

HecMoTpst Ha TO 4TO B MMpe HACYMTBIBAETCS OKOJIO
8 ThIC. pekux opdaHHbIX 3ab0meBaHmii, B Poccuitckoit
Depepanyy B MHGOPMALMOHHOM IlepedyHe pelKMX 3a-
6oneBaHmii, KOTOpbIT Mybnukyer Munspgpas Poccun,
YUCANUTCA Bcero 273 3aboneBannsa. MOXXHO 3aK/II0YUTD,
4TO TOCYAApPCTBEHHAst CTATUCTUKA B Poccuu yunToiBaer
MALMEHTOB He 110 BceM 00/1e3HsAM U3 MHPOPMAIMOHHO-
ro nepeuHsa Munspapasa Poccuny, a Tonpko no 31 nosu-
uyu, Kotopble BXogAT B [lepedens IIpasurenbcrsa Poc-
cniickoit Penepannn (17 3aboneBannit) u B penepanb-
Hy10 nporpammy «14 B3H» (14 3abonepanmii).

Kpowme Toro, 1enu BefeHns mepedtsi opaHHbIX 3a-
0oneBaHMII 3aKOHOJATE/TBCTBOM HE YCTAHOBJIEHDI
(cT. 44 permamentupyet, uto IlepeueHb >xmM3HeyTrpoXKa-
IOLIMX Y XPOHMYECKNX POrPecCUpYOIIVX pefKux (op-
baHHbIX) 3a060/1eBaHMIl, TPUBOAAIINX K COKpAIIEHWIO
XKM3HM TPAX/AaH MIN UX VMHBAIUIHOCTH, BEleTCA B Iie-
JIAX JIEKapCTBEHHOTO 0OecreyeHns).

HecMoTpst Ha 3aKOHOZaTe/IbHbIE HOPMBI, ITpefycMa-
TpPUBAIOLIYie HOPMBI, ITPAaBI/IA U [OTOXKEHsI, KaCaIOIIH-
ecsl IeKapCTBEHHOTO 00ecIedeHns TPaKaH, CTpajjao-
X 3a60/1eBaHNAMY, BK/IIOYeHHbIMH B [TepedeHb >xus-
HEeYTPOXKAIOIIMX ¥ XPOHWYECKUX IPOTPeCcCUPYIOMINX
penkux (opdaHHBIX) 3a00/1eBaHNMII, OXBAT HY>KHAAIOLINX-
A MAIL[IeHTOB HIYTOXXHO MaJl.

ObecrievyeHre TeKapCTBEHHBIMM IIperiapaTaMiu II0
demepanbhoil mporpamme «14 B3H» ucnbIThiBaeT me-
¢bunmtT PrHAHCHMPOBAHNSA, B CBA3M C YeM 3a ITOCTIeHIe
5 JIeT y4acTUINCD CTy4an OOpalljeHNiT OT MalMeHTOB U
HaLMEeHTCKUX OpraHM3aluii 10 OBOAY c60eB B peayn-
3alUM IpaBa Ha IIOJTyYeHNe JIeKapCTBEHHBIX Iperapa-
TOB, HECMOTPS Ha 3HAYNMTE/IbHbIE YCU/INUA, KOTOPBIe ObI-
7 HampaBeHbl Ha peanusalyio U pasBUTHE IPO-
IPaMMBl.

Pe3ynbpraThl MCCeOBaHNs IOATBEPXKAAIOT, YTO B
HACTOsIIee BpeMs OpraHM3alus JIeKapCTBEHHOTo obec-
[eYeHusl MALVEeHTOB ¢ opaHHBIMU 3a00/TeBaHMAMMU
HECOBEpIIeHHA: MIMEIOT MeCTO C/IOXKHOCTD B yueTe 4yC-
JICHHOCTM TIAIIVIEHTOB ¥ OTCYTCTBME IIeIOCTHON CHUCTe-
MBI JIBTOTHOTO JIEKAPCTBEHHOTO 00ecIedeHusl.

Cywecrsytomye 1npo6neMbl B 0003Ha4eHHOIT 0071a-
CTU MCCNIEOBAHVS BBIHYXX/JAIOT HEKOTOPbIX IaI[MeH-
TOB ¢ Op(daHHBIMU 3a00/IEBAaHUAMM CaMOCTOSATENBHO
VICKaTb BBIXOJIBI J/IA IIOVICKA Y IPUOOpPeTEeHMs KU3HEH-
HO HeOOXOIMMBIX ITPEIapaToB.

[ln14 mpeoponeHns BBIABIEHHBIX NPO6IeM, IO MHe-
HMIO aBTOPOB, HEOOXOXMMO pacimputb IlepedeHsb
KM3HEYTPOXKAIINX ¥ XPOHMYECKUX IPOTPeCCUPYIo-
mux penkux (opdaHHBIX) 3a00I€BaHMIT, TPUBOASIIIUX
K COKpAIEHUI0 IPORO/DKUTETbHOCTH >KU3HY I'PaKiaH
VIV MX MHBIMIHOCTH, YTBEPX/CHHbI ITOCTaHOBIIE-
HueM [IpaButenbcrBa. Kpome Toro, Tpebyercs opranm-
3aIysl KOMIUIEKCHOTO TIOAXO0/a K BOIIPOCaM AMarHOCTH-
KU ¥ JIedeHVsA pelKMX 3a00/IeBaHMil CO CTOPOHBI defie-

Health and Society

PaIbHBIX OPraHOB BIACTU Y HAYYHOTO COOOIIeCcTBa, 00-
I[eCTBEHHBIX 1 6/1arOTBOPUTENbHBIX OpraHusanuii. Pe-
IIeHe JAHHOI IPOO/IeMBbl TaKXKe MO3BOIUAT YIYULINTD
CUTYALMIO C YIETOM IALMEHTOB C OppaHHbIMI 3a007Te-
BaHISIMIL.

VccnenoBaHne He IMENIO CIIOHCOPCKOV OAIEPIKKI.
ABTODBI 3aAB/IAIOT 00 OTCYTCTBUYU KOH(INKTA UHTEPECOB.
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