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BeepeHue

Kak nnoHep B BbiBOoge OpdAHHbBIX NPENApATOB HA POCCUNCKUIN PbIHOK, KOMMNAHUA «DapMnmakc» cmorna BHeapuTb
YHUKQAbHYIO CUCTEMY OHNTANH 0Bpa3oBaAHMS ANs Bpayen no opdaHHbIM 3a60N1€BAHUAM, UHTETPUPOBAHHYIO
B rOCYOAPCTBEHHYIO CUCTEMY MOBbILLEHUS X KBANUdukaumm.

I_l(]LI,VIeHTbI C OpCIJOHHbIMM 3aboneBaHMamMM CTPpaAnodioT B O aonHO4YeCTBE N CMATEHNN. OHu HYBCTBYIOT cebsa naroamu
«CTOH,EI,CIpTHOl\;I» MmeagununHbl, MeyTaqd, 4YTo 6y,u,eT HAKOHeL onpeeneH onarHo3 u HOFI,EI,eHO NeKapcTBoO.

Komnanusa «Papmmnmake» cmorna coendartb 3HAYUTENbHbIW LAr B MOMOLLM NALMEHTAM, pa3paboTdB 9KOCUCTEMY
«lNomoLb pegknm», roe Bpayn NnpoxoasaTt obyyeHme no opdaHHbIM 3aH60NEBAHMAM, NOMyYds 3a aTo bansbl

MO rocynapCTBEHHOM CUCTEME MOBbIWeHUs KBanudoukaumn. [lna cemen naumMeHTOB OPraHN3oBAHA NPOCTAS HABUTALLUS,
MOMOTQIOLLLASA HOXOOMUTb KIMUHUKK, NALUEHTCKNE OpPraHnsaumm n bnarotesoputenbHble ¢oHabl. C nomoLubo NnaThopmbl
bapMnpounsBoanTenIv MoryT pacckasaTtb o ceoux npenapatax. A HKO cmoryT nerko opraHmsoBate cbop oeHer Yyepes
KpayadpaHONHIroByto NaTdopmy,

Mbi onepegunu Bce noctaeneHHble KPI, cTaB akcnepTHbIM pecypCcom, KOTOPbIM NPOA0/IKAEeT pA3BMBATLCS.
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[Mpobnema opdaHHbIX 3abonesaHun B Poccun

QapmauesTuyeckas komnanmsa «Oapmnumake» Obind NMOHEPOM B BbIBOOE HA POCCUNCKUN PbIHOK OPdAHHbIX
NpenapaTos, T.e. NPendapdToB O/19 NevyeHns peakux sabonesaHmm. C yyeTom KpanHe BbICOKOM CTOMMOCTU TAKOTo poad
NeKapcTB, BONpoc obecneyeHns MM HensbexHo CBA3AH ¢ bnaroTeopuTenbHocTbio. KoMnaHmsa exerogHo passmnsaeT
couManbHble MPOrpAMMbI B NOALEPXKKY BONbHbIX OpPAHHBIMU 3A60TEBAHMAMM.

B Poccum k opdpaHHbIM BonesHam oTHocAT naTtonorun, obHapyxmsaemble ¢ yactoton 1:10000 yenoeek u pexe. C
TAKOW pefKoCcTbio 3a601eBAHUN Nobas aKCNepTN3d B OTHOLLEHUN €€ NTeYeHnss CTAHOBUTCS CTOSb Xe peakou. EcTtb
eOVHWYHble BPA4W, eguHuYHble bnarotBopuTenbHble GOHAObI, €OMHUYHbIE NMPEenapdThl A9 NIeYeHus.

[MpumepHo 80% pepnknx saboneBaHnn MMeeT reHeTndeckyto npupomy. OKono % 1Ms HUX NPoSBNSAIOTCS B OETCKOM
BospacTte. OgHako, no aaHHbIM [JenaptameHta moHntopuHra Munsgpasa PO, yncneHHocTb Bpayen-reHeTUKoB B
Poccumn Bcero 325 yenosek.

C MOMEHTA BO3HUKHOBEHMS NEPBbIX CUMNTOMOB 4,0 NOJyYeHUs OUArHO3a B cpegHem npoxoant 5-7 net. B nonosuHe
CNy4YdeB TAKME MALMEHTbI NOCELLAIOT He MeHee NATU BpAayeun 1 Nony4vyaroT MO MEHbLUEN Mepe OOUH HENPABUIbHbIN
ONArHo3,
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[Tpobnembl, Ha pelLleHMne KOTOPbIX HAMPABEH HALL MPOEKT:

1. Pe,u,Kme 3aboneBaHns He BXOO4AT B Nporpammy megmymHCKoOro O6Y‘-I€HM$I “B Y‘-Ie6Hl/IKGX He OCBELLUEHDbI.
BpG‘-IVI HE 3Ad0YMbIBAIKOTCA O peaKunx 3060n1eBAHNSAX U He ocBeoOM/1EHbI O nNporpecce B X ANArHOCTuUKe n
Tepdanumn. Takum O6pCI3OM, O4YeHb BAXXHO MNOBbILLATb OCBEJOMJ/TIEHHOCTb O peaKunx 3aboneBaHnax cpegn
CceMeUnHbIX Bpoqeﬁ U TepaneBToB. O10 6y,u,eT cnocobcTBOBATH HAanpaeaeHMo NaumneHToB K NpABUJTbHbIM
BpA4YaM-Ccneunanmnctam.

2. CuMnTOMAaTUKA peakmx 3aboneBaHnm YHacTo cOMBAET C TOJKY AAXE OMbITHbIX CNEeLUAUCTOB, BEOb OHU
3Q4YACTYIO NOXOXWU Ha Bonee pacnpocTpdHeHHble 6o1e3Hu. [1oaToMy Tak BAXXHA OCBEAO0MNEHHOCTb
BpA4Yen O COBPEMEHHbIX METOAAX MOATBEPXOEHUS OUATHOSA.

3. OdpuumanbHble pykoBoACTBA MO OUATHOCTUKE, peabunutaumm, nedeHnto n HabnwpgeHuo niogen ¢
peakuMmn 3ab60neBaHMAMN, KAK NPABUIIO, OTCYTCTBYIOT.

4. OtcyTcTBME BbICTPO AOCTYNHOMU, HOOEXHOU MHOPMALUKN MO peakum 3aboneBaHmam — npobnema kak
0N Bpayeu, TaK 1 ons naumeHTos. [laxe Npy NpaBuIbHO YCTAHOB/IEHHOM OMATHO3€e NMALUEHThI
CTANKMBAKOTCH C NPOBIEeMON NOUCKA KAYECTBEHHOW, NTErKOg0CTYNHOU NHOopMaLmMm ob nx sabonesaHum.
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3ana4m npoekTa

Ham 6b1n1o Hy»kHO paspaboTaTb peLLeHne, NO3BOMAIOLLEE NOBLICUTL OCBEAOM/IEHHOCTb Bpayen
NepPBUYHOIrO MEeANLMHCKOro 3BeHA, HENMOCPEOCTBEHHO MPUHMMAIOLLNX NALMUEHTOB, 06 AKTYANbHbIX
MeToOaX ANArHOCTUKN U NevYeHns opdaHHbIX 3aboneBaHni.

A ONa NAuMeHTOoB 1 NX BIM3KMX HOM HY>XXHO BblNo pelnTb Npobnemy pasposHeHHOCTN MHPopMaL M 06
opdaHHbIX 3a601eBAHUAX, YTOBbI NHPOPMUPOBATL NX O BOSMOXHOCTSX SIeYEeHUS U peanmsdaumnm cCBoux
NPAB HA KAYEeCTBEHHO HOBOM YPOBHE.

[1na 9Toro Ham B6bINIO HYXXHO OBBEANHUTL YCUNIUSA BCEX 3AUHTEPECOBAHHbBIX CTOPOH, BK/IOYASA HE TOJIbKO
SKCMepTOB B fle4eHUn opPpaHHbIX 3a60NeBAHUN, NALUEHTCKUX OPraHM3dLUK, HO 1 NpOn3BOAUTENEN
npenapaTos, a Takxe HKO.
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LleneBasa aygutopus

1. Bpaun nepBMYHOro MeANLIMHCKOrO 3BeHA — TepaneBThl U neamatpbl. Ytobbl paboTaTth B kayecTse
BPAY4a, HEOBXOAMMO eXerofHO NPOXOAUTb CEMUHAPLI B CTPYKTYPE HENPEPbIBHOMO MEAULIMHCKOFO
obpaszoBanms (HMO), Hakonus He meHee 50 yacos/6annoe o6pasoBaTtensHon akTueHocT. Ho
[,0MONHUTENbHOrO 06PA30BAHMS MO OPdAHHON TEMATUKE AN Bpayen He 6bino.

2. Cembu naumeHToB opdaHHbIX 3abonesaHnt. OHM NPUBLIKIM NCKATb PA3POSHEHHYIO MHPOPpMALMIO B
IHTepHeTe, kKoTOpAs MOXET bbITb HEMPOBEPEHHOW UMK HeakTyannbHOU. Mbl 0,OMXKHbBI BbIM CTATb
NCTOYHUKOM MHOPMALUK, KOTOPOMY MOXHO O,0BEPSATD.

3. HKO v npousBoantenu npenapaTos, YTobbl MHGOPMUPOBATL 06 UX AEATENbHOCTM BpAYeu U
NALMEHTOB.
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Npes

«[TomoLb pegkum» - pefkme sHAHUS CNAcAloT XU3HU: «Y3HasauTe. [lenutecn. [NomoranTe».
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Peanunsauyus

[MpuHATO pelueHmne - co3naTb nepayto B Poccum obpasoBaTenbHyo  MHGOPMALMOHHYO NAATPopmy

«[NomoLb peakmm», 06beanHSAIOLLLYIO HO OQHOM OH/TAWH pecypce BCe 3aMHTepeCOBAHHbIE CTOPOHbI B
nevyeHnn opPpaHHbIX 3a60NEBAHUMN.

YTo6bl CTUMYNUPOBATL BpAYen Y3HABATL Bonblue Npo opdaHHble 3a60NeBAHMS, Mbl PELLUIN COeANHUTD
nony4YyeHne 3HAHUN NO 9TOU TEMATUKE C BOZMOXHOCTbLIO A9 Bpayeun 3apabaTtbiBaTb 6annbl B CTPyKType
HenpepbIBHOrO MeaULMHCKOro 0bpasoBaHmS (HMO).

[1ns aToro Mbl 4OMXHbI BbINM 06ecneynTb BbICOYAULLNM YPOBEHb 9KCNEPTHOCTN NPEeLOCTABNISEMOM
NHopmaumn,

B kayecTBe npogsuxeHunsa nnatdopmbl «omolb peakum» 6bina 3anIaHMPOBAHA He TONTbKO MeANNHAs
KAMMQHUS, HO N Cepusl SKCNEPTHbIX KOHbEepeHL M 1 BEOMHAPOB, COeANHSAIOLLNX YHUKANBHbIX
cneumanncToB B 061acTn opdaHHbIX 3a601eBAHNI C BpA4YaMM obLLen NPAKTUKW.
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CtpykTypa noptana «[lomoLb pegkmum»

Bnok pnsa spaven:

- Akagemus opdaHHbIX 3a601eBAHUM, 3a NPOXOXOEHNE KOTOpou Bpayun sapabarteisanu 6annsl 8 HMO.
- «Pegknn OUArHos» - MHTEPAKTUBHbIN MOUCK AN BpAYeu No CUMNTOMAM penkux 6onesHen

- BakpbITbiv popym ANnsd Bpayen ansg obmeHa onbiToM No opPaAHHOU MPAKTUKE

Bnok pna nayneHToB:

- «HasuraTtop NMomoLmn» - OHNANH-CEepPBUC, MOMOTAOLWMA HOXOOUTb KITMHUKN, NALMEHTCKME OPraHn3aLmm
n 6narotTeopuTenbHblie GOHObI

- KOpuanyeckmm pasgen — NOMOraroLWLMN NALUEHTAM HANTU AKTYASTbHYIO IOPUANYECKYIO NHOOPMALUIO MO
NoNy4YeHnto OpPAHHbBIX NPENAPATOB, COLUANbHBIM FTAPAHTUSM U YCTAHOBIEHUIO NHBANTMOHOCTY,

[lononHuTtenbHble 610KK:
- [Mnowapka ona papmnponssoanTenem
- KpayadangmHroeas nnowagka gns HKO
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AHOHCUpPOBAHME NNATPOPMbI

3 oHNAanH-koHdepeHumn ong Bpaden n 50 sebuHapos, gawwme Takxke PR oxsar

TapreTuHr Ha Bpayeu, CTyOEHTOB-MeOMKOB, HA NoceTUTeNen MeOULUHCKUX LLEHTPOB, CEMbU C AeTbMMU,

KTO ULLEeT MUHOOPMALMIO MO peaKnUM 3a60NeBAHUAM, C MPOMO-NMOCTAMW B COLMANBHbIX CETHAX,
QHUMUPOBAHHbIMK BaHHepamu, TT'B

B COoUMAJIbHbBIX CeTAX N NMOUNCKOBUKAX NpoaBUrasnCb nojie3Hble A4 naymneHToB HY6J'IVIKOLI,VIVI nopTana
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PesynbTaThl

4 410 3aperMcTpMpOBAHHbIX MNOIb30BATENEN C MOMEHTA 3anyckd niartdopmsbl B none 2021 r.
30 000 npocmMoTpoB CTpaHUL, canTa B cpeaHem B Mecsy, B 2023 r.
@2 000 noceTtutenen Tonbko 3a aHeapb-mapt 2023 .

Mpun KPI B noebiweHnn keanndukaumm 2 500 Bpayeint, Mbl CMOTM MNOBbLICUTbL 3HAHUSA 06 opdAHHbBIX 3aboneBaHMax
4 399 MeaNLMHCKUX CNEeLNanmcToB, KAXObIM U3 KOTOPbIX CTAS 3APErMCTPMPOBAHHBIM NMOANUCYMKOM nopTana «llomoLub
peoKum»,

Bo BHyTpeHHel «Base 3HaHnin» noptana (qocTynHow Bpayam nocne perncTpauum) peanns3oBaHo:

- 50 BebMHApPOB 019 MEOULUHCKON AdyguTOPUK, C y4aCTMEM BEAYLLUUX CNeunanmcToB no opdaHHbIM 3a60n1eBaHMAM

- 85 Hay4HbIX NY6AMKALMA U3 peLeH3NPYEMbIX XYPHAMOB

- 17 nepeBofoOB MHOCTPAHHbIX HAYYHbIX NYOANKALUA COEeNAHO N pA3MEeLLEHO HA nopTane oA MeauUMHCKUX CneLmanncToB

- 24 aKTyanbHbIX KNIMHUYECKUX PEKOMEHAALUN MO peakum 3aboneBaHnsam

- Bonee 50 cueHapuesB noaroToBneHo AN MHCTpPyMeHTd «Pegknn onarHos» — MHTEPAKTUBHOIO CMPABOYHUKA MO CUMNTOMAM
penknx sabonesaHn Ona Bpavent

Mpn KPI oxeatuth cBonm npoektom 200 Thicsy NAuueHToB / YNeHOB X CeMelt, Mbl CMOTN NOMYYNThb
375 764 noceTtutens noprtana.

8,9+ MITH YenoBeK - CYMMApHbIM Megua-oxeaT



NMOMOLLUb PEAKHUM rare-aid.com

PesynbTaThl

[MpoekT "NMomoLb pegkum" cTan opraHn3aTopom U NAPTHEPOM 3-X OHNANH-KOH$EpPEeHLMI:

«[Nomowb Pegknm: guarHocTtuka, nevyeHme v NpaBoBaAs 3AWMTA NALUEHTOB C OpdAHHLIMU 3a601EBAHNAMUY,
[loknagynkamm Hay4YHOM 4acTn KoHdepeHLU MU BbICTYNUNN 7 MeguuUMHCKUX CNeumManmcTos,

Cnvkepamm obLiecTBEHHOM YACTU NPOrpaMMbl cTanu 8 npegcrasmTenen GoHAOB U OPraHN3dALUN 30PABOOXPAHEHUS.
KoHdepeHumio nocetunm 904 yenoseka. 3a yyactme B koHpepeHumm Haumcnanmcb bannsl HMO.

KoHdepeHumsa 6bina oceeweHa B npodpunbHeix CMU- OTS 460 000 yenosek.

2. MNepeas B Poccum MHoronpodunbHas oHNnanH-koHbepeHums «Pegknin Mosar»,

NOCBSALLEeHHAs 0CObeHHOCTAM paboThl MO3ra nogen C HEUMPOOTINYUAMM,

B koHdepeHunmn npuHsanu yyactue 61 cnukep, nogaepxanu 8 naptHepos U 6 GOHOOB-UHULMATOPOB.
CoBOKYMNHOE KONMNYecTBO cnyLuaTenen koHpepeHumm - 1682,

Oxsat B CMW: 100+ Bbixopos, OTS - 41 mnH. yenosex.

3. [1ByxgHeBHAS HAY4YHAS OHNANH KOHbepeHuus "Peakue (opcboHHble) 3ab60n1eBaHNsa B HAYANe XusHu'",
B KOTopou yyacteoBano 1590 meguuMHCKNX cneumanmcTos.
CoBokynHbin oxeat B CMW un cou cetax: 3.9 mnH yenosek
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3HAYMMOCTb NPOEKTA

Mbl cmornn He NnpocTo caenaTb MHGOPMALMOHHBIM pecypc AN Bpayen npo opdaHHblie 3aboneBaHuns,
HO HALUN CNOocob CTUMYTMPOBATL X MPOXOAUTb KYpPChl HALLEN OHNANH «Akagemumn opdaHHbIX
3a060N1eBAHMN» Yepes UHTETPALNIO B TOCYLAPCTBEHHYIO CUCTEMY HEMPEPbLIBHOIO MEOULUHCKOro
obpaszosanuna (HMO). Tenepb kaxabin Bpay MoxeT HabnpaTb Tpebyemble rocygapcteom 6annsl HMO
30 N3y4YeHue penkmx 3aboneBaHuN.

Co3aaHbl YHUKANbHbIE OHNANH UHCTPYMEHTbI B MOMOLLLb BPAYAM U NMALUEHTAM:

e «PegKknn ONArHos» - MHTEPAKTUBHbIN CMPABOYHUK A1 BpAYen MO CUMATOMAM peakux bonesHen

e «Hasuratop NomoLn» - OHNIANH-CEePBUC, MOMOrAOLLMA HAOXOANTb KANHUKW, NALUEHTCKUE OPraHnsaumm
n bnaroTBopuTenbHble GOHAbI

e [Tnowaaka gna papmnponssoguTtenen, roe pasmeLlarTea nybnmkaumm o npenapatax ansa nedeHus
peakux 3aboneBaHun.

e Kpayadanaunrosas nnowagka ana HKO, nomoratowaa ¢oHaam 6bICTpo 3anycKaTb AeHexHble cbopbl
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[Tnatdopma «llomoLb pegkum»

https:/ /rare-aid.com/
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Buoeoponuk o npoekTe

https:/ /youtu.be /WKAQWSplqlg

https:/ /rutube.ru/video /private /f01624ab0606163f958699e893cd11e4 /2r=wd&p=hNkiGsSCmt4S
CFFYQIIABw



https://rutube.ru/video/private/f01624ab0606f63f958699e893cd11e4/?r=wd&p=hNkiGsSCmt4SCFFY9iIABw
https://rutube.ru/video/private/f01624ab0606f63f958699e893cd11e4/?r=wd&p=hNkiGsSCmt4SCFFY9iIABw
https://youtu.be/wKAqWSpIqIg

