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Annotanma. B 2021 ropy B Poccuitckoit Pepeparun Ykasom Ilpesupenta Poccnitckoit @epeparym 6601 coznan QoHJ| HOIEPXKKM feTelt B
Bo3pacrte oT 0 10 18 /1eT ¢ TAXKeTbIMM KUSHEYTPOXKAIOIIMMI U XPOHNYECKUMY 3a00/IeBaHIAMY, B TOM 4KCIe pegkuMu (opdaHHbIMM) 3ab07e-
BaHyAMmM, «Kpyr go6bpa». Cormacuo ITporpaMMe rocyaapCcTBEHHBIX FapaHTHIT 6€CIVIATHOTO OKa3aHMU:A IpaXkKjaHaM MeIMIIVHCKOI ITIOMOIIM, 32
cueT GIOKETHBIX aCCUTHOBaHMIT (effepanbHOrO GI0/KeTa OCYIeCTBIAeTCs (PUHAHCOBOE ObecredeHne B COOTBETCTBUM C TIOPAAKOM IIpHo6-
peTeHus JIeKapCTBEHHBIX MPENapaToB M MEAMIMHCKIX U3JIeMIl I/Is1 KOHKPETHOTO pebeHKa C TsKEMbIM XXI3HEYTPOXKAIOIMM MY XpOHMYe-
CKMM 3ab0JIeBaHNeM, B TOM 4ucie peakuM (opdaHHbIM) 3abomeBaHMeM, 160 AJIsI TPYIII TaKMX HeTelt, yCTAHOB/IEHHBIM [IpaBUTENbCTBOM
Poccwmitckoit Penepannu. OTMedas 6e3yClOBHYIO LienecoobpasHOCTD cosfanusa PoHfa, HE06XOAMMO CTaBUTh BOIPOC 00 OpraHM3alny yie-
KapCTBEHHOTO obecIiedeHns JieTell, oTy4YaBIINX JiedeHre ¢ ToMolpio ponpa «Kpyr 1obpar, o JOCTIIKEHNN UMM COBEpILIeHHONeTH:A. B Ha-
CTOsIIIelT CTaThe TPOAHAIN3MPOBAHBI MMEIOLIVECs TOXOABI K TAKOJ OPraHM3alUY JIEKAPCTBEHHOrO 00ecIedeH s, a TaK)Xe MPeCTaBIeHbl
BO3MO>KHbBIE IIP€/I/IOKEH A, HallpaB/IeHHbIe Ha YCOBEPIIEHCTBOBAHIE JAHHOTO Ipoliecca.

KnoueBble cmoBa: pedkue 6ones3Hu, opdarHvle nexapcmeenHoie npenaparmol, oemu, oro «Kpyz 0o6pa», nexapcmeenroe obecneuerue, 30pasooxpaHerie,
IIpozpamma 20cydapcmeeHHbIX 2apaHmuil.
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ated to support children aged 0 to 18 years with severe life-threatening and chronic diseases, including rare (orphan) diseases. According
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BBenenue 2021 . Ne 16 «O cospanuu PoHa MOAREPKKY JeTell ¢

TSDKENIBIMY JKM3HEYTPOXKAIOLUVIMU U XPOHMYECKMMM 3a-

B 2021 romy B Poccmitckoit ®emepanum YkazoM  00/eBaHUSIMU, B TOM 4Kciie pefkumu (opdaHHbIMM) 3a-
IIpesupenta Poccuiickoit ®epepanum oT 5 AHBaps 6oneBanusamy, «Kpyr gobpa» 6bu1 cosgan Qoup mop-

© 1. A. Komapos, A. K. IeBopkss, 2024
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sabonesaHun HAETeW, KOTopPhIM NOMOLLL OKa3aHa
M3 Hmxe MM ByaeT OKa3aHa Ha

76 3abonesadHvi B Mepedne QCHOBAHWM DACBREHHBIX 33ABOK

saboneganm (Poxaa

W3 Hix:

14 zaBoneganmi No NporpamMMe
"4 B3H"

(MyKOBMCLIMAOA € PaanMUHLIMK

S gertenr, NONYYMELWMX NOMOLWb
nNo MHAMBMAYANEHLIM 33ABKAM

14 969 neten no nporpamme "4
NpenapaTamMi HaxoOoMTCA 8 00oux B3H"

CNUCKaxX)
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Konuuecrao

220 mnpg

Ha Taky cymmMy 3axmaueHs
KOHTPaKTHl U A0roBOpH Ha NeKapCcTBeHHbIX
MEOQMLMHCKYIO NMOMOLLL, MOKYMKY rnpenapaTce,
NexapcrseHHLIX NpenapaTos v MEQMLIMHCKNX
meguagenmin Nz Hax
IAmMnpane2021r.

GlmnpnB 2022

121mnpa s 20231

M3ASNMA M TeXHMHECKIX
CPENCTB peatuMnuTaLmm

M3 Hx:

68 nexkapcTeEHHLIX NpEnNapaTos,
_ Mef. nigenni n TCP B MNepeuHax
W3 rx: ns Jaxynoe N wm b

20 299 885,50 Tuic. pybnen no
nporpamme "4 B3H'

39 nexkapcreeHHLX Npenaparos
ne NnporpaMmme “14 B3H"
(KaHaKKUHYMAG, COMATRONMH W
SBEPONMMYC HaXOOATCH 8 OBYX
MNepevuHnx)

Caepenns ¢ nHTEpHeT-CaiiTa porma «Kpyr gobpa» mo cocrostamio Ha 29.02.2024.

Oep>XKM gerent B Bospacre oT 0 go 18 jer ¢ TsKenpiMu
JKMSHEYTPOXKAIOIVMI ¥ XPOHUYECKUMU 3a007IeBaHMsA-
M, B TOM 4ncie pegkumu (opdaHHbIMY) 3a00/1eBaHNA-
My, «Kpyr pmo6pa». CormacHo IIporpamme rocypmap-
CTBEHHBIX TapaHTUIl OeCIUIaTHOrO OKa3aHMsA TIpakia-
HaM MeJVIIMHCKOJ IIOMOIIM, 33 CYeT OIO/PKEeTHBIX ac-
CUTHOBaHMII (efiepasbHOrO O10/KeTa OCYIIeCTBACTCS
¢duHaHCOBOE OOecredeHe B COOTBETCTBUY C IOPSIKOM
npnoOpeTeHNs JIeKapCTBEHHBIX IIPENapaToB U Meay-
LUHCKUX U3JE/MNI /11 KOHKPETHOTO peOeHKa C TsKe-
JIBIM )KVM3HEYTPOXKAIOLIVIM VIV XPOHMYECKM 3a00/1eBa-
HUeM, B TOM uucie penkuM (opdaHHbIM) 3abomeBaHm-
eM, /b0 [UIA TPYNI TAaKMX fieTell, YCTaHOBIEHHBIM
I[IpasurensctBoM Poccuiickoit @emeparyn .

ITo cocrostHMio Ha 29 deBpans 2024 I. O ZaHHBIM
caitta PoHpa 60ree 24 000 feTelt MOMTYIMIN VI TIONTY-
9aT HeOOXOAMMYIO0 IOMOIIb (PUCYHOK 1).

OtMmeuass 6e3yc/IOBHYIO Lie/1ecOOOpasHOCTb CO3Ja-
Husa PoHya, HeOOXOUMO CTAaBUTh BOIIPOC 00 OpraHm-
3aIUy JIEKApCTBEHHOTO 00ecHedyeHns fieTell, IomydaB-
IINX JledeHne ¢ momoubio ponpa «Kpyr fobpar, o go-
CTVDKEHUY UMM coBepuieHHoneTysA. [Ipn aTom Heo6xo-
AVIMO YYUTBIBaTb OCOOEHHOCTM OpraHm3anuy (puHaH-
CHPOBaHNUA JIEKAPCTBEHHOTO o0ecliedeHMsi B Halleil
cTpaHe [1—6]. B HacTos1Iel cTaTbe MpOaHANN3UPOBA-
HBI IMEIOIIeCs TOXOAbI K OPTaHM3aLNNU TeKapCTBeH-
HOTo ofecIieyeHns fieTell, IOMy4aBUINX JIedeHue ¢ MO-
Motpio pouna «Kpyr fo6par, IO FOCTIKEHNN VMU CO-
BEpIICHHOIETUA, & TAaKXKe IPefiCTaBIeHbl BO3MOXHbIE
Ipef/IOKeHNsA, HAIpaBJIeHHble HAa YCOBEPIIEHCTBOBA-
HIIe JaHHOTO IIpoliecca.

Ilen» mMccmemoBaHMA — aHAAM3 OpPTaHM3ALUM JIe-
KapCTBEHHOTrO obecIedeHns AeTell, HoMyqaBIInX jIede-
H1te ¢ nomolpio ¢poHpa «Kpyr gobpa», 1o HocTIbKeHNN
VIMJ COBEPIICHHO/METHUA.

Marepuanbl 1 METOABI

IIpoananus3upoBaHo HOPMAaTMBHO-IIPaBOBOE pery-
JMpOBaHMe OpTraHM3aluy MegUIIMHCKON IIOMOIM Ia-
IVIeHTaM C pefkuMu 3aboneBaHusAMu B Poccuiickoit

' Mlocranosnenue [pasutenbcrea PO ot 28.12.2023 N 2353 «O Ilpo-
rpaMMe T'OCYapCTBEHHBIX IapaHTHil 6eCIUIaTHOrO OKa3aHMA TpaXKfa-
HaM MeMLMHCKOM oMoy Ha 2024 roj ¥ Ha IUIaHOBBIN Iepuop 2025 u
2026 ropos». HdoctymHOo mo ccsuike: http://publication.pravo.gov.ru/
document/0001202312290105 (zara obpamenns: 29.01.2024).

Oenepaunu’. VIsydeHbl TyOMMKALUN BEAYIUX SKCIIEP-
TOB B M3y4aeMol1 00/1aCTH, B KOTOPBIX JaHBI IIPeiIoxKe-
HYS B 00/IaCTY COBEPIICHCTBOBAHMSA OpPTaHM3ALNN JIe-
KapCTBEHHOTO 00ecIedeHns eTell, MOMyYaBIINX JIede-
H1te ¢ moMmolpio Gpouaa «Kpyr gobpar, Mo KoCTIKeHNN
VIMU COBEPIIEHHONETHA.

IIpu sTOM Ba)KHO OTMETUTD, UTO B HacTOsAlIee Bpe-
M pellleH BOIIPOC IO OpraHu3aIuy HeoOXOAMOro Jie-
KapCTBEHHOTO OOecredeHys JeTeil, OJOIeYHbIX (HOH-
na «Kpyr gobpa», o gocTiKeHUs UMK 19-1eTHero Bo3-
pacta. B 2023 r. HoBbIM YkazoMm IIpesupenta PO 6puin
BHeCeHBI M3MeHeHMA B Ykas Ilpesupenrta Poccuiickori
Qepepanun ot 5 auBapsa 2021 1. N 16 «O cosganun
DoHpla TOAEPKKY JeTeil ¢ TsDKeNbIMU JKU3HEYTpoXKa-
IOI[VIMM U1 XPOHUYECKMMIY 3a00/IeBaHUAMM, B TOM UIC-
ne pepkumu (opdanubiMu) 3aboneBanusamu, «Kpyr go-
Opa», COITTACHO KOTOPBIM «00eCIeyeH e ... TTOALEPKKN
OCYIIIeCTB/IsIeTCA B T€4eHNe OfIHOTO Tofia Mocye JJOCTH-
JKEHMA 3TUMU JIeTbMU Bo3pacTta 18 jieT, B ciydae ecnm
IO JOCTYDKEHNUs YKa3aHHOTO BO3pacTa OHM IONTydasnn
TaKYIo IOAEP>KKY B paMKax fiesATenbHOCTY PoHpa».

PesynbraTpl

Hopmamueno-npasosoe pezynuposarue opzanudayuu
JIeKapcmeeHHo20 obecneueHus npu peoxux
3abonesanusx. PedepanvHolii yposerv

Ilockonbky mo gocTiKeHMm 19-7eTHero Bospacrta
3aKaHuMBaeTcs obecredeHne HEOOXOAMMON JIeKap-
CTBEHHOIJI Tepamnueit ¢ momouipio ponga «Kpyr gobpar,
IVl IPOAO/DKEHMsI HaHHOTO obecredeHus Tpebyercs,
4TOOBI 3a060/IeBaHNe, KOTOPBIM CTPafiaeT MalMeHT, BXO-
IOWIO B OIpeMeNeHHblil MepedyeHb WM CaM MalVeHT
VIMeJT OIIPeJie/IeHHYIO IbTOTHYIO KaTeTOPUI0, HAPUMep
MHBAIMIAHOCTD MepBoIi rpynibl. [Ipu atom B psfe ciy-
JaeB IIOMUMO BCETO IMpovero Tpebyercs, 4To6bl opdaH-
HbII1 JIEKaPCTBEHHBIIT Tpernapar, TOKa3aHHbII /IS Tede-
HISI PeKOro 3a00jIeBaHMs, BXOAWI B HY)XXHBII IIepe-
YeHb JIEKAPCTBEHHBIX [IPEMAPATOB.

Taxk, B crydae, ecnu penkoe 3abojieBaHue BXOANUT B
IlepeveHb «BBICOKO3ATPATHBIX HO30JIOTHIT», HEOOXOM M-

* ®epepanbHbIil 3akoH oT 21.11.2011 N 323-®3 (pep. ot 25.12.2023)
«O6 ocHOBax OXpaHbI 3J0POBbs TpaxaaH B Poccuiickoit Pefepannm».
Joctynuo o ccbuike: https://base.garant.ru/12191967/ (mara o6parie-
Hus: 29.01.2024).
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Tab6nunpa 1l

JlexapcTBeHHbIE IPenaparbl, KOTOPHIMU 00eCIeYnBaAIOTCsE GOMbHBIE
remoduueii B paMKax 1eKapCTBEHHOTO 00ecreyeHns
«BBICOKO3ATPATHBIX HO301M0rni» (10 cocTosTHMIO Ha 05.03.2024)

KOH AHaTOMO-TepaHeBTI/I‘{eCKO-XI/IMI/I-

ATX veckas kmaccudpukanus (ATX) Jlexapctentbie Gopar

B KPOBb M CHCTeMa KPOBETBOPEH
B02 TeMOCTAaTUYECKIE CPECTBA

B02B  Burammu K u gpyrue remocratuku
B02BD ¢akTopbl cBepThIBaHMA KPOBU AQHTUMHIUOUTOPHBII KOATy-
JIAHTHBI KOMIIIEKC
MOPOKTOKOT a/ibga

HOHAKOT ajbga

OKTOKOT arnba

CMMOKTOKOT ajbga

bakTOp CBepTHIBaHMA KPOBH
VIII

baxTop cBepTHIBAHMA KPOBU
VIII + daxrop Bunnebpanpa
bakTop CBepTHIBaHMA KPOBH
IX

anTaKor anbda (aKTMBUPOBAH-
HBbIIT)

3¢MOpPOKTOKOT ajbda

B02BX pnpyrue cucteMHBle TeMOCTaTUKM — SMUIM3YMab

MoOe JIeKapCTBEHHOe ObecIieueHre B3POC/IBbIX IalVeH-
TOB OY/IeT OCYIIEeCTB/IATHCA 3a CYET CPefCTB efepanp-
HOro 61o/pKeTa. B maHHOM CrTyJae 3aKyIKM TeKapCTBeH-
HBIX IIpeNapaToB OCYLIECTBAIOTCA A JeYeHNA NI,
60/IbHBIX TeMOGIINell, MyKOBUCIIUIO30M, TUIIOpU3ap-
HBIM HaHM3MOM, OosesHbio [olre, 3/10kauecTBEHHBIMMI
HOBOOOpa3oBaHMAMM TMMGONUTHO, KPOBETBOPHON 1
POZICTBEHHDBIX MM TKaHeJ, pacCesTHHbIM CKJIEpO30M, Te-
MOTUTUKO-YPEMUIECKUM CHHIPOMOM, I0HOIIECKUM ap-
TPUTOM C CUCTEMHBIM HayajloM, MYKOIIO/IMCaXapupio-
soMm I, I u VI tunos, anmactudeckoil aHeMuell HEyTo4d-
HEHHOJI, Hac/leACcTBeHHbIM Jfeduimtom ¢akropos II
(¢mbpunorena), VII (mabunpuoro), X (Crioapra —
[Tpayspa), nui, mociae TPAaHCIUIAHTALMM OPTaHOB I
(wnn) TKaHerx.

ITpn 3TOM BaXHO OTMETUTb, YTO I TOTO, YTOOBI
opdaHHBII JIeKapCTBEHHBIN Ipenapar ObUI 3aKyIUIeH
3a CYeT CpPeACTB, IpeSHa3HAUE€HHBIX M7 JIe4eHUsI «BbI-
COKO3aTPaTHBIX HO30JIOTUI», OH JIO/DKEH OBITh BKIIIO-
YeH B CIMCOK JIEKAPCTBEHHBIX IIPENapaToB, yTBEpPX-
meHHbll Pacnopsxenuem IlpaButenbctBa PP ot
12.10.2019 N 2406-p «O6 yTBep>KaeHUN TIepPedHs JKI3-
HEHHO HEeOOXO[VIMBIX M BaKHENIINMX JIeKapCTBEHHBIX
IperaparoB, a TAKKe IepeyHeil JIeKapCTBEHHBIX IIpe-
[apaToB /I MENUIMHCKOIO INpMMEHEHUSA ¥ MUHU-
MaJIbHOTO aCCOPTMMEHTA JIEKApCTBEHHBIX IIPENapaToB,
HEOOXOIVMMBIX MIS1 OKa3aHUsA MENMUIVHCKON IIOMO-
mu». HanpuMep, B HEM COfiep>KaTcA Clefyolue Jie-
KapCTBEeHHble IIperaparsl A obecredeHus: GONMbHBIX
remoduneit (Tabmuua 1).

HopmamueHo-npasosoe pezynuposarue opeaHu3ayun
JIeKapcmeeHH020 0becneueHUs npu peoxux
3abonesanusx. PeeuoHanvHolil yposetn

IIpn aTOM HOPMATMBHO-IIPAaBOBBIMM AKTaMM TaK-
JKe 3aKpeIUIeHO IpefoCTaBIeHNe HeoOXOAMMOoil e-
KapCTBEHHOI Tepanmuy MalyieHTaM C pefKuMM 3a60-
JIeBaHUAMH 3a CUET CpefcTB cyobekToB PO. [Ina ato-
ro 6buto npuHATO IlocraHoBnenme IIpaBuTenbcrBa
P® or 30.07.1994 N 890 (pen. ot 14.02.2002) «O ro-
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CYJApCTBEHHONM IOAJEPXKKE PasBUTUA MEAVILIVHCKO
IPOMBIIIEHHOCTY M YIy4lIeHNM obecIliedyeHns Hace-
JIEHVISL ¥ YUPeX/IeHWII 3;paBOOXPAHEHM JIeKapCTBEH-
HBIMU CPeACTBaMU U M3[eMUAMU MEAUILMHCKOTO Ha-
3HadyeHuA». Bo-mepBbiX, B gaHHOM IlocraHoBneHun
BBIJIe/IEHBI TPYIIIIBI HAaceIeHNs C YKa3aHMeM IS KaXK-
JIOJi TIepeYHs JIeKapCTBEHHBIX CPENICTB ¥ M3JIe/Nii Me-
AMLMHCKOTO Ha3HaYeHMs, KOTOPBIMM COOTBETCTBYIO-
e ManMeHTbhl OyAyT obecreumBaTbcsd 3a CUeT
CPeICTB peruoHaIbHBIX OI0/PKeTOB. B wacTHOCTH, UH-
Bamuapl [ rpymmel, Hepaboraromye wuHBamuAapl II
TPYIIBI MMEIOT IIPAaBO Ha IOTy4YeHUe BCeX JIeKapCT-
BEHHBIX CPEICTB B COOTBETCTBUM C MERMLIMHCKUMU
IIOKa3aHUAMI.

Bo-BTOpBIX, B JaHHOM HOPMAaTVBHO-IIPAaBOBOM JIO-
KyMEHTe OTMEYeHbl KaTeropuy 3abo/eBaHWil C yKasa-
HMeM /ISl KaKZIOVl OIpefe/IeHHBIX TPYII JIeKapCTBEH-
HBIX IIperapaToB WIM BCEX JIEKAPCTBEHHBIX IIperapa-
TOB, HEOOXOAVMMBIX /ISl JIEYEHUS COOTBETCTBYIOIIETO
3ab0/1eBaHMs WIN KaTeropuu 3aboeBaHuIL.

Kpowme Toro, 3a cuet cpencts cyobekros P® opra-
HM3YeTCs JIeKapCTBEHHOe obecIedyeHue MalMeHTOB C
penKuMu 3a00/IeBaHUAMM, BXOASAIIMMU B IlepedyeHb
XKM3HEYTPOXKAKOIMX ¥ XPOHUYECKNUX IPOTrpeccupyo-
mux penakux (op¢aHHBIX) 3aboneBaHMil, NPUBOAA-
IMX K COKPALEHUIO MPOJO/KUTENTbHOCTY >XU3HU
TpaKJaH WIN K X MHBAIUAHOCTU. B HacToAmMII MO-
MEHT B JaHHBIN CIMCOK BXOAAT Crlefykomue 3abore-
BaHUA:

o IlapokcuamanbHas  HOYHas

(Mapkuadabi-Mukenn)

o lpnomarmyeckas TpoMOOILMTOIEHNYECKasA Iyp-

nypa (cungpom OBaHca)
o JledexT B cucTeMe KOMIUIEMEHTA
o IIpexaeBpeMeHHas II0OJI0OBast 3pENIOCTD LIEHTPATIb-
HOTO IIPOVICXOXKAEHNS

« Hapymennsa obMeHa apoMaTH4YecKUX aMMHOKIC-
10T (Kmaccudeckas (GpeHWIKeTOHYpus, Apyrue BU-
bl THHepgeHnIaTaHNnHEMIN )

o Tuposunemus

o bBonesHb «kjeHOBOrO cupoma»

o Jlpyrue BUAbI HapyLIeHNII 0OMeHa aMIHOKVICIOT

C pa3BeTB/ICHHON LIeNbIo (M30Ba/lepyaHOBas aly-
fieMIs, MEeTH/IMAJIOHOBAasA al[ufieMNs, IPOINOHO-
Bas algeMusl)

» Hapymenus o6MeHa )XMPHBIX KICIIOT

o TomoumcTunypusa

o DmoTapuxanupypus

o Jamakrosemms

o JIpyrue counrommmuposst: 6onesup @abpu (Pa-

6pu-Angepcona), Humana-ITnka

o Ocrpas nepemexarouias (ImedeHOYHas1) MOpPu-

pus

« Hapymennsa o6mena menu (60omesHb Bunbcona)

« He3saBepuieHHBINT OcTeoreHes

o Jlerouynas (aprepmanpHasi) TurepTeHsus (MUpmo-

natudeckast) (mepBuYHas)

Ba)kHO OTMeTUTH, YTO IJI OpraHU3ALVN JIEKapCT-
BEHHOTO o0ecIieyeHNs NPy JJAHHBIX 3a00/IeBaHMAX He
CYIIECTBYIOT OTPAHNYNTENBHOTO CIVICKA OP(AHHBIX JIe-
KapCTBEHHBIX IIperapaTos.

reMOTI00MHYpUA



Obuyecmeernroe 300posve U 0PAHU3AUUS
30pasooxparenus

HopmamueHro-npasosoe pezynuposarue opeanu3ayuu
JIEKAPCMBEHH020 00ecneueHUst NPu PeoKux
3abonesanusax. Ob6a3amenvHoe MEOUUUHCKOe
cmpaxosatue

Vcnonb3oBaHMe CpeficTB 00A3aTeTbHOTO MeIMIVIH-
ckoro crpaxoBaHus (OMC) mnsa obecriedeHms nekap-
CTBEHHBIMU IIpenapaTamy OONBHBIX pefKuMu 3aboje-
BaHMAMI BO3MOXKHO B CTIEAYIOIINX C/Ty4asiX:

e IIpM OKA3aHUM MEAMI[MHCKON IOMOIIM B CTALlMO-

HApHBIX YC/IOBUSX;
e IIpPM OKAa3aHUY MEFVUIMHCKOI ITOMOIIY B YCTIOBM-
X JJHEBHOTO CTAallMOHApa.

ITpu 9TOM Ba)XKHO OTMETUTD, UTO IPY MCIIOIb30BA-
Hun cpencts OMC myist obecniedeHnss 60BHBIX OpdaH-
HBIMJ JIEKapCTBEHHBIMU IIpeIapaTaMy Ha IepIo, Jiede-
HMSA B YCIOBUAX CTAIVIOHAPa WM JHEBHOTO CTAIVIOHA-
pa BO3HMKAIOT IPOO/IEeMBI, CBA3aHHBIE C UX BBICOKOII
CTOMMOCTBIO, OIOIKETHBIMM OTPAaHMYEHMSAMU U pas-
JINYHBIMY OPTaHU3AIMIOHHBIMM CTIOXXHOCTSAMIIL.

Taxoxe cpegcrea OMC MoryT OBITh MCIIOMb30BaHBbL,
KOT7Ia MAllMeHTaM C peKIMU 3a00/IeBaHNAMM TpebyeT-
CA TOCIIUTAIM3ALUA B THEBHON VIM KPYIIOCYTOYHBIN
CTaIVIOHAP C IIe/IbI0 BBEJieHNA Op(paHHBIX JIeKapCTBEH-
HBIX IIpenapaToB, 3aKyIUIEHHBIX 32 CYeT CPEACTB APYTUX
6romxeroB, He OMC. B TakoMm ciydae, MCIONb3yeTCsa
COOTBETCTBYIOLIAsA KIMHUKO-CTATUCTUYECKAsA TPYIIIIa
(KCT'), orparkarolas TOIbKO BBefieHle JIeKapCTBEHHbBIX
[pernapaToB. B COOTBETCTBUM C HEZAaBHO M3[JAaHHBIM
I[Incemom ®O®OMC ot 07.02.2024 N 00-10-26-2-06/
2222 «O pa3psacHeHMM NOpAAKAa OIUIATBI 3a CYeT
cpencte OMC MegVIIMHCKOI IOMOIIY IO BBEJECHNIO
ME[IVIIMHCKOJ OpraHM3alieil J1eKapCTBEHHBIX Ipera-
paToB, IpefOCTaB/IeHHBIX MALMEHTOM WM MHOM Opra-
HM3aLMelN, JeMCTBYIOEN B MHTEpPecax IalueHTa, U3
VHBIX MICTOYHMKOB (pMHAHCUPOBaHMA (33 MCKIIOYEHN-
€M JIeKapCTBEHHBIX IpelapaToB, MPUOOPETeHHbIX IIa-
[IIEHTOM W/IM €TO TPEACTABUTENEM 3a CYeT JIMYHBIX
CPEZCTB)» «B YaCTU BBEAEHMs IPeJOCTaB/ICHHBIX MTalli-
€HTOM JIEKapCTBEHHBIX IPEIapaToB IpY JIeYeHUN IIa-
IIVIEHTOB C YCTAHOBJICHHBIM [MarHo3oM, He OTHOCH-
I[MMCS K OHKOJIOTMYECKUM ¥ OHKOTeMaTOTOIMYeCKNM
AuartosaMm, coobmaem, uto Mopensio KCI' mpegycmo-
TPeH MeXaHN3M BbIJie/leHNs MOATPYII B cocTaBe 6a3o0-
Bpix KCI, B ToM uucrie myTeM BBIfieJIeHVs JOIIOTHMU-
TE/IbHO YCTAHOBJIEHHBIX KIaCCU(UKAIVOHHBIX KpuUTe-
peB, CBSI3aHHBIX C BBeeHMEM IIPeOCTAaBIeHHBIX Ma-
IIIEHTOM JIeKapCTBEHHBIX IIperaparoB. Tak, B paMKax
6azoBbix KCI' pemeHumeM Kommccuym 1o paspaboTke
TepPUTOPMAIBLHON TIPOTpaMMbl 00A3aTeIbHOTO MeMu-
IIIHCKOTO CTPaXOBaHMA BO3MOXKHO BBbIJ€/IEHNE IIOf-
rpynn KCI, cBs3aHHBIX MCKIIOUNTENIBHO C BBEfIEHUEM
IPefOCTaB/ICHHBIX MALMEHTOM JIeKAPCTBEHHBIX IIpeTa-
paToB, ofecliedeH1e KOTOPBIMM OCYIIECTBIAETCA 3a
CYEeT COOTBETCTBYIOIIVX OIOKETOB, C YCTaHOBJIEHUEM
K09 (UIMEHTOB  OTHOCUTENBHOI  3aTPaTOEMKOCTH
MIOATPYIII M TOCAEAYIOLIEN OIIATOM 3a CYeT CPEe/ICTB
00513aTe/IBHOTO MEUIIMHCKOTO CTPAaXOBAHMUA».

IIpu stom ecmm pepkoe 3abormeBaHue, KOTOPBIM
CTpajjaeT MAIVeHT, He BXOAUT B HEOOXOAMMSBIN Iepe-
4eHb WM TpebyeMblil OpdaHHBIN IeKapCTBEHHbIX Ipe-
Iapar He BK/IIOYEH B HY>KHBII CIMCOK, a CaM IalMeHT
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He MMeeT OIpefe/IeHHbIX IbIOTHBIX KaTeropuii, BCTaeT
BOIIPOC O TOM, 33 CYeT KAaKOro OI/pKeTa M Ha KaKoM
HOPMAaTMBHO-IIPAaBOBOM OCHOBaHIM OyeT OpraHn3oBa-
HO He0OXO/IMMOe IeKapCTBeHHOE obecIeyeHe.
O603HayeHHbIe TPOO/IEMBI IOATBEPXKAAET B YACTHO-
ctu obpamtenne PoHpa moMoOIM OOMBHBIM CIVHAbD-
Holt MblimeyHoit arpodueit (CMA) «Cembu CMA» B
Tocmymy B cBsA3M ¢ Ipo6IeMaMi IedeHsT B3POC/IbIX Ia-
meHToB co CMA. ITucpMo HanpaBuiIa JUpeKTop GoH-
ma Ombra [epMaHEHKO PYKOBOUTENIO SKCIEPTHOTO CO-
BeTa 10 pefkuM (op¢daHHBIM) 3a00/IeBaHMAM IIPU KO-
mutere JlyMbl II0 OXpaHe 3[OPOBbs AjeKcaHApy Py-
MsHIIeBY. oHJ IHIIeT 0 HEOOXOAMMOCTI 00eCIIeYnTh
B3POC/IbIM TAIVIeHTaM JOCTYH K 3¢ PeKTUBHBIM MeTO-
flaM JIe4eHMs, B YNC/Ie KOTOPBIX ITaTOTeHeTHYecKas Te-
pamus JOPOTOCTOSAIINMMI IIperapaTaMiu PUCAUIIIAM U
HycuHepceH: n3 264 poccusaH co CMA crapmie 19 net
KOK/IbII TPETUI He MONyYaeT nedeHns. bonbieit vactn
HAI[eHTOB, 00eCleuyeHHbIX JIeKapCTBAMY, HPUIUIOCH
HoOMBaThCA UX 4Yepe3 CYAbl, 6e3 pa3bupaTesbCcTs mpe-
mapathl BbifaloT Tonbko B CaHkT-Iletepbypre m Mo-
CKOBCKOI1 0671acTH, yTBepkaeT [epMaHeHKO".

BosmoxcHole npebﬂomeuuﬂ Nno cosepuieHcmeo0s8aruo

[maBHBII BHEWITATHBI CIELUAMNCT 10 MefUIUH-
ckoil reHeTuke MuH3gpaBa Poccun akapemuk Cepreii
ViBanoBu4 Kyues 10 oxTs6pst 2023 I. BBICTYIIAN C IHK-
IIMATUBOIL co3flaHmA aHanora ¢ponpa «Kpyr gobpa» mns
B3POCTIBIX C PENKMMM TeHEeTHYeCKMMU 3a00/IeBaHNA-
mn*,

B cBoI0 o4epenb HOBYIO cxeMy obecIiedyeHus B3pOcC-
JIBIX MALM€HTOB JOPOTOCTOAMIVMY MHHOBAIIIOHHBIMUI
npenaparamu npepnoxun IlpasurensctBy Beepoccnii-
ckuit cows manuentos (BCII). Kak oTmeuaroT akcmep-
TBI, /151 JIIOfEl 7o 19 neT ¢ TaXenbMu 3a60/1eBaHUAMMU
ceif9ac eCcTb OT/ENbHBIN MeXaHU3M IOMy4eHMSA TaKUX
JIeKapCTB — 3aKYIKU rocygapcTBeHHOro ¢onpa «Kpyr
mobpa». Ho sareM mamueHTHI, KOTOpbIe BBIXOHAT 13-
107, OTIeK! (POH/A, BBIHYXK/ICHBI Ja)XkKe CYAUTHCS, YTOODI
PerroHaIbHbIE BJIACTY 3aKYIWIM UM >KU3HEHHO Heob-
xopnmoe nexapctBo. BCII mpepmaraer cospmath s
B3POCTIBIX OT/ENbHYI0 CTPYKTYPY, KoTOpas 6bI paboTa-
na 1o aHanorun ¢ «Kpyrom go6pa»°.

IIpy aTOM Ba)KHO OTMETUTD, YTO PYKOBOAUTENM Ca-
moro PoHpa TakKe MpeIaraloT PelleHNe CI0KUBILEN -
csa npo6nemsl. Tak, ¢ponyp «Kpyr gobpa» moaroToBWI 1
HaIlpaBWI pacyeThl (efiepalbHOMY IPABUTEIbCTBY IO
MIOCTENIEHHOMY YBEIMYEHUMIO BO3pacTa IIONydaTenen
HOMOIIM O JOCTVDKEHUM UMMM coBeplieHHOneTnA. O6
aToM 3asBui rmaBa ¢oupa «Kpyr gobpa» mporomepeit
Anexcannp Tkauenko. Tax, ¢onp mpepmaraer mocre-
IIEHHBIII NTepPeXof 10 YBeIMYEeHNIO BO3PacTa MAIjIeHTOB
«Kpyra po6pa». OgHako, YTOObI IPOINTH CPOKM OKa-
3aHMs IOMOIY BBIPOCIIMM IIallMe€HTaM, HY>KHbI U3Me-
HeHMA B 3aKoHe. Kpome Toro, on oTMeTn, 4to y «Kpy-

? https://www.vedomosti.ru/society/articles/2024/02/21/1021442-
vzroslie-patsienti-so-sma-pozhalovalis-na-otsutstvie-lecheniya

* https://www.vedomosti.ru/society/articles/2024/02/21/1021442-
vzroslie-patsienti-so-sma-pozhalovalis-na-otsutstvie-lecheniya

> https://vspru.ru/association/rukovodstvo-vsp/zhulev/2024/02/
12022024-orfannoe-radio-dlia-vzroslykh-s-redkimi-bolezniami-mogut-
sozdat-svoy-fond
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ra gobpa» JODKHBI OBITH «CBOOOJHDBIE» CPENCTBA, HeE
pacIUIaHNpOBaHHble Ha OOecIeYeHNe MOJOIeYHbIX
donpa. «VMuage «Kpyr nobpa» He CMOXeT pacHIMpPATH
HepevYHN /sl 3aKYIOK, U Oparh Ha cebsi OTBETCTBEH-
HOCTb 3a JIeYeHJe HOBBIX IAIIMEHTOB, Y)Ke He TOJIBKO
JieTelt, HO U TeX, KTO JOCTUT COBEPILIEHHOETsI, HO HY-
KJIAeTCsl B Tepaiuy, KOTOPYI0 CIIOCOOeH OKa3bIBATh
«Kpyr go6par»°®.

O6cyxpmeHne

Bormpocs! opraHusannyu neKapcTBEHHOro obecreye-
HUA JIeTell, NMONTy4YaBIIMX HEOOXONMMYI Tepanmuio 3a
cuer donpa «Kpyr nobpa», mo goctyoxeHun umu 19-
JIETHETO BO3PACTa ABJISAIOTCA CYI[eCTBEHHBIMU 1 TPeby-
IOLMIMM BHE[IPeHIsI HOBBIX IIOJXON0B Ha HOPMAaTUBHO-
IIpaBOBOM ypoBHe. Tekymjas cucreMa jleKapCTBEHHOTO
obecriedeHns MO3BOJIAET MONTYYaTb HEOOXOAUMYIO IO-
MOIIb TO/NBKO YacTV HalMieHTaM ¥ B 3aBUCUMOCTU OT
[VarHO3a, CTEIeHN VHBAIUTHOCTY, HaIM4IMA Heo0Xo-
AMMOro Op¢aHHOTO JIEKAPCTBEHHOTO IIperapara B
OIPaHMYMTEIBPHOM CHNCKe M OPYIMX aclekToB. Ilpu
3TOM ec/u TpeOyeMble YCIOBUsA He OYAYT YAOBIETBOpe-
HBI, MAL[IEHTbI OCTAaHYTCA 6e3 HeoOXOAMMOro JTeYeHNA.
B pesynbpraTe BO3HMKAET yrposa XXM3HU [ TaKUX Ia-
I[I€HTOB.

ViMeeT cMBICTT 3aKOHOJATEIbHO 3aKPENUTb Bblfie-
JICHHBIIT OIOfKeT I OpraHM3alyy JIeKapCTBEHHOTO
obecredeHns feTell, MOMYYaBIINX HEOOXOAUMYIO Tepa-
muio 3a cuer ¢onpa «Kpyr mobpar, mo pocTKeHUN
M1 19-nmeTHero Bo3pacTa. Bo3sMOXHO NIpuMeHeHUe
CXOXKeTo MoAxofa, cyuecTsytomero ana Ponpa, Korga
VICIIOZIB3YIOTCA IOXOZBI (efilepalbHOTO OI/pKeTa, IOo-
CTyMaKIIMe 3a CYeT HAJIOTOBOM CTAaBKM IIO HAJOTy Ha
IoXOzbI GU3MYECKVX /NI B pasMepe 15% B OTHOIIEHUN
IPeBBIIAIONINX 5 M/IH py0sIeli B Toff 9acTu foxona ¢u-
3MYE€CKOTO INLIA.

Jlna opraHusanyu JIeKapCTBEHHOTO obecredeHue
B3POC/IBIX BO3MOYXXHO YCTaHOBUTDb IPOTPeCCUBHYIO Ha-
noroByto mmkany. Hampumep, mna ¢usmueckux mmiy ¢
TOJIOBBIM ZoXofioM 6oree 10 MH pyOseil yCTaHOBUTD
COOTBETCTBYIOLIMII Hanor B pasMmepe 17%. IIpu atom
OXNJjaeMble IIOCTYIUIEHMS B OIOMKET TakKe MMeeT
CMBICTT CJie/IaTh 1le/IeBbIMU, T. €. IPefycCMOTPeTb BO3-
MOXXHOCTDb VX MCIO/Ib30BAHMS TONBKO /LI OpraHu3a-
LIV JIEKapCTBEHHOTO 00ecIedeHns AeTell, MOMTydaBIInX
HeoOxonMMylIo Tepammio 3a cyeT ¢gonpa «Kpyr gobpar,
10 NOCTVDKEHMM MU 19-71eTHero Bospacra.

3aknroueHne

OpraHusanys neKapcTBEHHOTO obecriedeH s feTel,
MOJTYYaBIIVX HEOOXOMMMYH0 Tepammio 3a cueT ¢oH/a
«Kpyr mobpa», mo mocTioxeHuM umm 19-meTHero BO3-
pacTa, Tpebyer ckopeiiero pemenusa. OT Toro, Ha-
CKOJIbKO OBICTPO OyZeT pellleHa JaHHasA IpobieMa 3a-
BMUCUT 3HA4YEHME OHOIO 13 ILie/IeBbIX ITOKa3aTelell Ha-
LMOHA/IBHOTO TNPOEKT «3ApaBOOXpaHEHME» — CHIDKe-
HJIe CMEPTHOCTM Hace/leHns TPYJOCIIOCOOHOro Bo3pac-
Ta. VIMeromyecss BOSMOXXHOCT! B TeKyI[eM HOPMaTHB-
HO-TIPABOBOM IIOJI€ PEIIAIOT NAHHBINA BOIPOC TOIbKO

Shttps://rg.ru/2024/02/28/krug-dobra-predlagaet-uvelichit-vozrast-
podopechnyh-fonda-i-pomogat-vzroslym.html
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VIS 9aCTY TAIEHTOB 1 He MOTYT C/IYXXUTb pelleHneM
Ist Bcex 60/mpHBIX. TpebyeTcsi BHepeH1e HOBOTO HOf-
XOfia C BBIJIC/ICHHBIM Ie/IeBBIM OIO/PKETOM, IOfXOfs-
UM /I3 OpPTaHM3alMsl TeKapCTBEHHOTO obecredeHns
BCeX JeTell, MONTyYaBIIMX HEOOXONMMYIO TepaIyio 3a
cuer ¢ponpa «Kpyr nobpa», mo goctTyokeHuu nmu 19-
JIETHETO BO3pacTa.

CIINCOK UCTOYHUMKOB

—

. Komapos 1. A., Cokonos A. A., Anexcaupposa O. 0. IIpo6remsr
OKa3aHMA BBICOKOTEXHOTOTMYHOM MEAMIIVHCKON ITOMOIIM ITaIiy-
eHTaM, CTPA/JAIOIVM PefKuMM 3aboeBannaMu. I1pobaemvt crman-
dapmusayuu 6 30pasooxpanenuu. 2019;(7—8):63—72. DOL
10.26347/1607-2502201907-08063-072

. Komapos 1. A., Anexcargposa O. I0., Harn6un O. A. CoBpemeH-
HasA OpraHM3alusA JIeKapCTBEHHOTO obecledeHMs IbIOTHBIX KaTe-
ropuit rpaxpaH. QemepanbHble U PernOHAIbHbIE 0COGEHHOCTH.
Menedxcep 30pasooxparenus. 2019;(5):53—60.

. Komapos I1. A., Manaxosa A. P.,, Bacunbena T. I1. un gp. Counann-
HO-9KOHOMI4YecKas 3 QeKTUBHOCTD NMpOBeieHNA HEOHATAaTbHOIO
CKPUMHMHTA Ha CIMHAIBHYIO MbIIIeYHyI0 arpoduio B Poccmitckoit
Denepanyn. Hepsro-moumeunvie 6onesnu. 2023;13(3): 25—32.
DOI: 10.17650/2222-8721-2023-13-3-25-32

4. Kynukos A. 0., Komapos /. A. ®apMakosKOHOMIYECKIIT aHATIN3

NS}

(98]

TleKapCTBEHHOTO cpeficTBa Beitopaitm (mepTysymab + TpacTysymad
[Habop]) B /eYeHNM METaCTaTUYECKOTO PaKa MOJMIOYHOI XKee3bl y
6ompubix ¢ HER2+ ¢dopmoit s3aboneBanmsa. QapmakoskoHomuka:
meopus u npaxmuxa. 2015;3(2):32—9.

. Kymuxos A. 0., Komapos /. A. ®apMaKo3KOHOMUYECKOE MUCCIIe-
[IOBaHIMe IpVMeHeHsI OPOHXOPACIIMPSIONINX CPEACTB Tpymbl M-
xonnHo6mokaTopos (Crimpusa® 1 ATpOBEHT®) B JIeUEHUI XPOHUYe-
CKOJl OOCTPYKTUBHOII 60/e3HN nerkux. Papmaxosxonomuxa. Co-
8peMeHHAST  PAPMAKOIKOHOMUKA U (PAPMAKOINUOEMUOTIOLUS.
2012;(3):20—6.

6. Kynmukos A. 0., Komapos V. A. Ananus 3¢ deKTUBHOCTU IIpuU-

MeHEeHNA Iepe6pONM3NHa IIpYM Tepaluy OCTPOro HapYIIEHNUA
MOSTOBOTO KPOBOOOPAII[eHNsI 10 MIIeMIIeCKOMY TUITYy Ha OCHOBE

w

OLIEHKN peaibHOM KIMHUYECKOI NpakTuku B ycnosusax P®. Co-
BpEMEHHAS  OpP2AHU3AUUA  JIeKAPCMBEHHO20
20135(2):31—7.

obecneueHus.

REFERENCES

—_

. Komarov I. A, Sokolov A.A.,, Aleksandrova O. Yu. Issues of high-
technology medical service providing for patients with orphan
diseases. Health care Standardization Problems. [Problemy standar-
tizacii v zdravoohranenii]. 2019;(7—8):63—72 (in Russian). DOI:
10.26347/1607-2502201907-08063-072

. Komarov I. A., Aleksandrova O. Yu., Nagibin O. A. Current organi-
zation of drug maintenance for certain patient groups. Role of
drug lists. Healthcare Manager. [Menedzher zdravoohraneniya].
2019;(5):53—60 (in Russian).

. Komarov I. A,, Malakhova A. R., Vasilyeva T. P. et al. Socioeconomic
efficiency of neonatal screening for spinal muscular atrophy in
the Russian Federation. Neuromuscular Diseases. [Nervno-mys-
hechnye bolezni]. 2023;13(3):25—32 (in Russian). DOI: 10.17650/
2222-8721-2023-13-3-25-32

4. Kulikov A. Yu., Komarov I. A. Pharmacoeconomic analysis of the

drug Beyodaime (pertuzumab + trastuzumab [set]) in the treat-
ment of metastatic breast cancer in patients with the HER2+
form of the disease. Pharmacoeconomics: Theory and Practice.
[Farmakoekonomika: teoriya i praktika]. 2015;3(2):32—9 (in Rus-
sian).

5. Kulikov A. Yu., Komarov I. A. Pharmacoeconomic study of the use

of bronchodilators of the M-anticholinergic group (Spiriva® and

N

w



Obuiecmeernnoe 300posve U 0peaHU3 AU — 115 — Public health and healthcare management
30pasooxparenus

Atrovent®) in the treatment of chronic obstructive pulmonary 6. Kulikov A. Yu., Komarov I. A. Analysis of the effectiveness of the
disease. Pharmacoeconomics. Modern pharmacoeconomics and use of Cerebrolysin in the treatment of acute ischemic cerebro-
pharmacoepidemiology. [Farmakoekonomika. Sovremennaya far- vascular accident based on an assessment of real clinical practice
makoekonomika i farmakoepidemiologiya]. 2012;(3):20—6 (in Rus- in the Russian Federation. Modern Organization of Drug Supply.
sian). [Sovremennaya organizatsiya lekarstvennogo obespecheniyal.

2013;(2):31—7 (in Russian).

Bxaj; aBTOpOB: BCe aBTOPbI Cfie/a/iy 9KBMBA/IEHTHBIN BK/IaJ, B IIOATOTOBKY ITyOMUKAIIMN.
ABTOpBI 3aAB/IAIT 06 OTCYTCTBUM KOH(IUKTA MHTEPECOB.

Contribution of the authors: the authors contributed equally to this article.
The authors declare no conflicts of interests.

Crarpsa nocrynuna B pefakuuio 09.07.2024; onobpena nocne penensuposanus 22.08.2024; npunaATa K my6nukarnyn 18.11.2024.
The article was submitted 09.07.2024; approved after reviewing 22.08.2024; accepted for publication 18.11.2024.



