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Kakue 3aboneBaHus cunTaroTcs pegkumm ~ MOMOLLb PEKMM
(opdaHHbIMK) B Poccun?

K opdaHHbIM B Poccumn oTHocaT 3aboneBaHus, pacnpoCcTpaHeHHOCTb KoTopbix coctasnseT He 6onee 10 cnyuaes Ha 100 Thicay yenosek .

Ckonbko B Poccumn moxxet 6biTb NALNEHTOB 2+ MIH YenoBek”
C peaKkummn 6onesHAMKU? nnun 1,4% HaceneHus

1300+ nauueHTOB 3500+ nauuneHTOB 6/7 nauneHTOB 22 nauuneHTa

CO CMUHASIbHOM MblLLEYHOU aTpoduen C MYKOBMCLIMAO30M MO AAHHbIM C aKpomeranueun n runodrusapHbIM c bonesHbto [Nomne nonyynnu Tepanuio
(no paHHbIM doHaa «Cembn CMA» HWW nynbemoHonornm @MBA Poccun TMraHTU3MOM MNOJYYASIN TEPANUIO 3A CYET 3a cyeT cpeacTts doHaa «Kpyr pobpa»
Ha 2023 ron) n poHpa «Kpyr gobpa» brooxeTHbix cpeacTs B 2021 rogy B 2022 rogy

2500 naumneHTOB 4600+ nauuneHTOB 291 naumneHT 32 nauuneHTa

c B6ynnesHbIM aNNOEepPMONU3OM C NepBUYHBbIMN UMMYHOOEePULUTAMM c muognctpodmren [oweHHa nony4mnm c runodocdatasnen NoNy4YnIm Tepanmio
Nno OAHHbIM BraroTBopuTenbHoro poHaa No AAaHHbIM perncTtpa «Pernctp naymeHToB Tepanuio 3a cyet cpencTs doHaa «Kpyr 3a cyet cpeacTs doHaa «Kpyr pobpa»
«[leTn-60604KN» c NMNOC» HaumoHanbHon accoumaumm nobpa» B 2022 rogy B 2022 rony

aKCMnepToB B 06/1ACTM NEPBUYHbIX
MMMYyHOOEedULNTOB

1. ®epepanbHbit 3akoH «O6 ocHOBAX OXPAHbl 300poBbs rpaxaaH B Poccuinckon Oepepaumm» N2 323-P3, u. 1, cT. 44.
2. Bonkosa Hatanbs CepreesHa, Akcy OnbeuHa. Peakne (opdaHHbie) 3abonesanmns: npasoBoe perynnposaHme B Poccum n 3a pybexxom // YKypHan 3apybexHoro 3akoHoaaTeNnbCTBA M CPaBHUTENbHOro npasoseneHus. 2018, N24 (71).
URL: https://cyberleninka.ru/article/n/redkie-orfannye-zabolevaniya-pravovoe-regulirovanie-v-rossii-i-za-rubezhom (nata obpatieruns: 31.10.2023).






Kak puarHocTtupytotca pepgkue sabonesaHus B Poccuun?

Hapsaay ¢ nporpamMmon MaccoBoro HEOHATANIbHOIO CKPUHUHIG, B PAMKAX KOTOPOU HA peakue 3aboneBaHNs TECTUPYIOT BCex
HOBOPOXAEHHbIX AeTel, B CTPAHE AeNCTBYET HECKObKO NPOrpamMm cenekTneHoro (BbI6opoyHoro) ckpmHunHra. OHM NpoBOaSTCS

A4 NAUNEeHTOB, KOTOPbIE BXOOAT B rpyrrbl PUCKA, TO €CTb UMEIOT MeONLNHCKUE NMOKA3AHUA ON14 npoBeneHnd NCCrieoBAaHNS.

Takne nporpammbl OeUCTBYIOT AN1S BbiSIBNIeHUS cnefylowmnx 3aboneBaHun:

+ [vnodocdharasus
+ BonesHb Pabpwu
+ bonesHb [owe
+ Mykononncaxapugosbl

+ W ppyrux pegkux naronormm

& NOMOLUIDb PEOAKUM



Kakne rocygapcrBeHHblie NPOrpamMmMbl AEUCTBYIOT

019 NALUMEHTOB C peaKnmMu 3aboneBaHMaMKU?

NMPOIrPAMMA

OP®AHHbBIE SABOJIEBAHUA
NN UX TPYTITbI

OPNHAHCUNPOBAHNE

KOJTIMYECTBO NMALUVNEHTOB
HA OBECIEYEHINA

BO3PACTHAA MPYTIMNA

NMPOrPAMMA «14
BbICOKO3ATPATHbIX
HO30J/10M NN »

11 saboneBaHnn

remopunms, MykoBncLMO03,
rmnodunsapHbIN HAHU3M, bonesHb
[owe, 3nokayecTBeHHbIe
HOBOODOPA30BAHUSA NMMPONOHOMN,
KPOBETBOPHOW U POLACTBEHHbIX MM
TKAHEW, IOHOLLECKUN ApTPUT

C CUCTEMHbBIM HAYASIOM,
MYKOMONINCAXApuaos u gpyrue.

®epepanbHbiv 6loaxeT PO

26 TbicsY NnAUUEHTOB

[eTtn n Bapocnbie

1. MoctaHoBneHue Npasutenbctea PP ot 30 uiona 1994 r. N 890

MEPEYEHb PEOKUX
YXUSHEYIPOXXAKOLLNX
3ABO/IEBAHUIN

17 3aboneBaHun

[lapokcmamanbHas HOYHAS
reMornobunHypus, nguonaTmyeckas
TpombouunToneHnyeckas nypnypaq,
TUPOSMHEMMS, TOMOLIUCTUHYPUS,
ranaktozemus, 6bonesHb Pabpwy,
6oneaHb HumanHa-INuka,
He3aBepLUEHHbIW OCTeoreHes

n opyrue.

PernoHanbHbin 6iogxet PO

15 Tbhics4 nauneHTOB

[leTtn v B3pocnbie

OOHAO «KPYI OOBPA»

88 zabonesaHumn

CnvHanbHas mblllevyHas aTpodus,
mmopnctpodus [ioweHHa-bBekkepa,
runodpocdarasms, HenpobnactToma,
Ty6epo3HbIN CKepos,
HenpodpnbpomaTos, BynesHbIN
aNNOEPMONN3 N OpYyrue, d TaKxKe
3a0601eBAHUSA U3 NPOrPAMMBI

«14 B3H» (y nauuenTos oo 19 ner).

depepanbHbin 60gxeT PO

23 TbicAuYM peTeu

Netn n nauueHTbl go 19 nert

2. MNpepnonaraemoe konmyectso opdpaHHbIx naumeHTos (1,4%) oT KonM4ecTBa YeNOBEK C YCTAHOBAEHHOW HBanuaHocTbio | 1 Il rpynn no garHbim Pocctata Ha 2023 (5,8 munnvoHa yenosek).

& NOMOLUIDb PEOAKUM

NbroTbl MO NHBATNOHOCTI?®

10+ saboneBaHumn

[enaTouepebpanbHas anctpodus,
PEHUNKETOHYPUS, OCTPAs
nepemexarLLascs noppmpus,
OHKOJornyeckmne sabonesaHus,
remaTonoruyeckme 3abonesaHus,
uuToneHms, AoamcoHoBsa 6onesHs,
npeXxneBpeMeHHoOe NooBOe pA3BUTME

n opyruve.

PernoHanbHbin 6iogxeT PO

Bonee 80 Tbicsiy yenosek

[eTtn n Bapocnbie



Kak naumneHTam ¢ pegkummn saboneBaHnssMm nomoratoT
6narorBopuTtenbHblie GOHAObI?

B Poccumn pabotaet 6bonee 10 Tbicay 6narotBoputenbHbiX GoHAOB. HeCcKonbko COTEH M3 HUX MOMOTrAIOT NOAAM C OPPAHHBIMY
sabonesaHmamn. Kak npaBmnno, oHM OKAsbIBAKOT AOPECHYIO PUHAHCOBYIO MOMOLLb HY>KOAIOLLMMCS CEMbSIM, HAMPUMEP, MOMOTAIOT
ONNaTUTb T€ OUArHOCTUYECKNE NPOLEOYPbI, YTO HE ONNIAYNBAIOTCS FOCYOAPCTBOM, BbIOENAKOT CPEACTBA HA Npoesn, 40 MeCTd
nevyenus. MHorne doHObl pA3BUBAOT CUCTEMHbIE MPOEKTbI, B PAMKAX KOTOPbIX MOMOrAtoT NALMEHTAM HAXOOMUTb BpAyeun, NoiyydTb
MCUXONOMMYECKYIO U MPABOBYIO NMOALEPXKKY. Y MHOMMX POHOO0B €CTb NPOrpPAMMbI A1 MEAULMHCKMX CNEeLVANIMCTOB, KOTOPbIE XOTAT
MOBbICUTb KBANMPUKALNIO B AUATHOCTUKE U NIEYEHNN TOrO UM MHOTO penKoro 3abonesaHus.

«Kpyr pobpa»

B anBape 2021 roga onsg nogaepykkn nauMeHToB ¢ peaknmmn 3aboneBaHnamm ykasom npesugeHta PO 6bin cosgaH doHA
noanepXkn geten ¢ Tsdkensimm n pegkumm (opdpanHbiMm) 3abonesanunamm «Kpyr gobpa». Cpeactea B «Kpyr gobpa» noctynaiot
3a cyeT nosbiweHHoro HOADS1 gna rpaxpoaH Poccuu, poxoabl KOTOPbIX NPEBbLILLAOT 5 MH pybnen B rog,

& NOMOLUIDb PEOAKUM

23 000+ 210 mnpg pybnen d Kp\raobpa

Ha Takyto cymmy 3aktoueHbl KOHTPAKTbI

,u,eTef/'l, KOTOPbIM MOMOLLb OKA3dHA UMn 6y,£|,eT N OoroBopbl HAO MeONLUNHCKYO NMOMOLLLb,
OKA3dHA HA OCHOBAHWMU O,D,O6peHHbIX 3d4BOK MOKYTKY NEKAPCTBEHHbIX MpenapartoB

(no gaHHbIM Ha koHew, 2023 rooa) n megmanenui ¢ 2021 no 2023 roapbi ¢OHE,KEYFE,O6PG.F)42










NHpopmaumoHHo-0bpasoBaTenibHbIM NOpTAn ~ MOMOLLb PEAKUM
«[lomowib pegkum»
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Opranunsarop: OO0 «BMI», r. Mockeq, yn. HapogHas, a. 14, ctp. 3



