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OTYET
0 AeAarenbHOCcTU MeXpermoHasbHO 0bLecTBeHHOI 61aroTBOpUTE/IbHOM OpraHM3auum
MHBanugos "0O6LwecTso B3aumonomolm npu 6onesHn bexrepesa” 8 2020 roay.

MepermoHanbHaa obuiecTBeHHaa 6GaaroTBopuTenbHaa oOpraHuWsauus WHBaANAOB
"ObuwecTtso B3ammonomolim npu 6onesHn bextepesa" (ganee — OpraHusaums), asaaetca
61aroTBOPUTENIbHOM OpraHn3aumMii U OCYLLECTBASET CBOK AEATEbHOCTb B COOTBETCTBUU C D3
«O 6naroTBopmUTENbHON AEATENBHOCTU M 61aroTBOPUTENbHbIX OPraHN3aLUAXY.

1. OTYET O AEATE/NbHOCTMU:

1.1.B 2020 rogy OpraHusauueit npu nopaepke PoHaa npe3naeHTCKUMX TPAHTOB,
®reHY HU UHcTuTyTa peBmaTtonornn nm. B.A. HacoHoBoi, Accounaumm peematonoros Poccum
nposeaeHo 13 LLKon gna naymeHToB ¢ 60ne3Hbl0 bexTepeBa (aHKMAO3MPYOLWMIA CMOHAUAUT) B
15 pernoHax Poccuu:

. CaHkr-lMeTepbypr, CapaToB, Maxauykana, YnbaHoBck, Kanyra, Huxkuuit Hosropog,
Tyna, BapHayn, Mocksa, YeboKkcapbl, OpeHbypr, Knpos. Kemeposo

B pamkax pervoHanbHbIx LLIKON OpraHM30BaHbl NEKUUN ANA NALMEHTOB HA aKTyaslbHble
TEMbI, 3aHATUS NO METOAMKEe 3aHATUMI nevyebHoi OUBKYAbTYpPbl MPU PEBMATO/IOMMYECKUX
3ab0neBaHUAX, a TaKKe NPaKTUYECKMe 3aHATUA nevebHon PusKkyabTypol. B LLKonax npuHam
yyacTtmne 6onee 1700 yenosek. Mporpamma nmeeT ocobyto BaXKHOCTb AN1A NALMEHTOB, TaK KaK He
BCE OHM OCBeAOMeHbl 06 ocobeHHOCTAX TeyeHMA 3aboneBaHuA, a Takke o cnocobax
COXPaHEeHUA 340pOBbA, NOABUMKHOCTU U aKTUBHOIO 06pasa KM3HW Nocie AMArHOCTUPOBAHMA
3aboneBaHuA. Y4acTme onbITHbIX MOCKOBCKMX M PErMOHA/IbHbIX PEBMATO/I0rOB, CNELNANNCTOB U
MEeTOAMUCTOB MO /ieyebHOM GU3KYNbType, a TaKXKe MaLMEeHTOB, CYMEeBLUMX afanTMpOBaTbCA K
XU3HU c BonesHblo bexTepeBa, MOMOraeT CHW3WUTb TPEBOFY Yy NHOAEN C MOATBEPXKAEHHbIM
ANarHo3oMm, NoBbICUTb MHGOPMMUPOBAHHOCTL O 3ab0N1EeBaHNN, COBPEMEHHbIX METOAAX SIeYEHMA,



HeO6XO,CI,MMOCTM NOCTOAHHOIO CaMOKOHTPONA WU KOHTAKTAa C J1edalukm pPeEBMATO/I0TOM,
ropnanvyecKknx ocobeHHoCTAX Od)OpMJ'IeHVIFI NeKapCTBEHHOrIoO obecneyeHuna u T.4.

B 2020 r. LUKoAbI ANA NAuMeHTOB NPOBOAUNNCHE B PpaMKax NPOeKTa «Pa3sutne npakTUKu
NCUXONOTMYECKON MOAAEPKKM NauMeHToB C 6onesHblo bBextepeBa (aHKWIO3MpPYOLNIA
CMOHAMAUT) KaK O[HOro M3 CnocoboB CHUMKEHUA WHBANMAMU3AUMU», KOTOPbIA MNOAYYUN
npusHaHWe rocygapctsa U rpaHT PoHAa npesnaeHTCKUX TPaHTOB, YTO noAaTBepXAaaeT ero
COLMANBbHYIO 3HAYMMOCTb.

1.2.0praHu3auma BefeT NPOCBETUTENbCKYD pPaboTy cpeau NaumMeHToB M UX CeMel,
HanpaB/AEHHY0 Ha MOMNyNApMU3aLMI0 340POBOrO, aKTMBHOro o06pasa KWU3HWU, NPOABUNKEHME
3aHATUIA AOCTYMHbIM CNOPTOM ANA MHBAANAOB, a TaKKe BHegpeHue NpoduaakTUYECKUX mep
ANA NpeAoTBPaLLEHNA PpaHHEN MHBANMAN3ALMM NALMEHTOB:

® B Hambosiee aKTMBHbIX pernoHax — MockBa, MockoBckas obnactb, CaHKT-lNeTepbypr —
OpraHM30BaHbI perynapHble  3aHATUA CKaHAMHABCKOW  xoAbboM, KoTopasn
pekomeHoBaHa NaumeHTam ¢ bonesHblo bextepesa;

e B Mockee, MockoBckol obnactn, CTaBpononbCKOM Kpae, pecnybamke balwKopTocTaH,
YnbaHoBcke W CaHKT-lNeTepbypre opraHM3o0BaHbl peryaspHbie 3aHATUMA nedvyebHoMn
OU3KYNbTYPON, CKaHANHABCKOM X0Ab00M, a TakkKe 3aHATUA B bacceliHe.

1.3.0praHu13aumna npoBoAUT TBOPYECKME N KYNbTYPHO-NPOCBETUTENBCKME MEPONPUATHA,
cnocobcTBytOLWMe NOBbILWEHMIO 0CBeAOMIEHHOCTM B obuiecTBe 0 6onesHn bextepesa, a Takke
noaaep KKy NnauMeHTOoB:

e HoBorogHue meponpuaTuA B AEeTCKMX oTaeneHusx OPray «HMMUL, spoposbsa getein»
MwuHsgpasa Poccuun, ®F6HY HUUP um. B.A.HacoHoBolt n IbBY3 «Mopo3sosckasa [AIKB
O3M», PAKB ®T60Y BO PHUMY um. H.U. Muporosa MuH3gpasa Poccumn - B obuien
CNOXHOCTM no3gpasuam 176 maneHbkuMx naumeHToB. Hawa uenb — cosgaHue
HoBoroaHMx npasgHMKOB B KOHLEMNLMWN COLMANbHO-NCUXONOMMYECKON peabnantaumnm u
NoALEPKKU AeTel, ANUTENbHO HAXOAALLMXCA HA 1Ie4EHUM B CTALMOHapaXx.

1.4. OpraHusauma NpPOAOJIKAET peanun3aumio NpoekTa no Cco3gaHuo mobunbHoro
npuaoxeHusa ASpine, KOTOpoe MNOMOraeT MauMeHTam KOHTPO/IMPOBaTb CBOE COCTOSHMUE,
obecneymBaeT LOUCTAHLUMOHHYKO CBf3b MeXAY MAUMEHTOM UM PEBMATONOTOM (NPUHLMA
TeneMenuUMHbl), @ TaKXKe ONTUMMM3NPOBATb MApLIPYTM3aL Mo naumeHToB. MpunoxkeHme ASpine
paboTaeT Ha AByx onepaumnoHHbIXx cuctemax — Android m iOS. OHO cMHXpPOHM3yeTcA ¢ 6a3ol
AaHHbIX Bpaya B TOT MOMEHT, KOrga ecTb MogKAl4YeHue K WMHTepHeTy. Pabotaet cawt, rge
npeacrasneHa 6onee noapobHaa nHbopmauma https://aspineapp.ru . NMpuaoKeHWe CKayaHo
6onee 9000 pas.

Bnaropapsa pabote Hag co3gaHMem M NOArOTOBKOM K 3amycky npunoxeHus ASpine,
OpraHusauma 3HauyuTeNbHO pacliMpuaa PamMKu B3ammogencTema c IT-KkomnaHuen, HayyHo-
nccnenoBaTeIbCKMMM  OpPraHU3auMAaMK,  PErMoHaNbHbIMKM  PEBMATONOraMu,  KoTopble
y4yacTBOBa/M B CO34aHMM Nporpammbl. ONbIT CO34aHMA MPUIOMNKEHUA BbI3BaN WHTEpec Y
cospaTteneit MHGOpPMaLMOHHbIX cucTem. lMpoBeaeHa cepus BCTPEY B PervoHax, BblipasuBLUMX


https://aspineapp.ru/

3aMHTEPECOBAHHOCTb BO BHeapeHun ASpine B rOCYAAPCTBEHHbLIX M YacTHbIX Jie4ebHbIX
yupeKaeHuaAXx.

1.5.0praHu13auma npoaoaKaeT paboTy Hag NPOEKTOM MO pPaHHEeM AMarHocTuke 6onesHn
bexTepeBa Yepe3 UCNOb30BaHNE KOHTEKCTHOM pPeKNamMbl Kak MHCTpyMeHTa. [poeKT nocTpoeH
Ha NpuB/ieYeHWEe BHMMaHMA LeNeBOM ayauTopum — natogeit ¢ 6onblo B CNMHE M CycTaBax K
TECTUPOBAHUIO HA BO3MOXHOe Hanuume 6onesHn bexTtepeBa (mexayHapoAHble TecTbl Ha
nHaekc BASDAI n nunaekc BASFI). Mo pe3synbTaTam TeCTUPOBAHUA NPeAyCMOTPEHO HanpaBaeHue
YyYaCTHMKa NPOorpammbl Ha KOHCYNbTaLMIO K PEBMATONOrY A1A 06cnef0BaHUSA U OKOHYATEeNbHOM
NOCTAHOBKWU ANArHO3a.

TapreTHas KOHTEKCTHaA peKknama Mo3BOAUT 3a CYEeT MACCOBOro TeCcTMPOBaHMA
NaLMeHTOB C AMarHo3amMu OCTEOXOHAPO3 W  ApyrMmu Havbonee pacnpoCTpaHEHHbIMU
OWMOOYHbIMM  AMArHO3aMM  MOBLICUTL [0/  NHOAEN, CBOEBPEMEHHO  MOJYYAoLWMX
KOHCYNbTauMmn peBmatonoros. COOTBETCTBEHHO, 3TO MOMOMET COKPATUTb CPOKU AUATHOCTUKM
aHKuo3Mpytowero cnoHannuTa (bonesHb bextepesa), ApyrMx CNOHAWIOAPTPUTOB U CHU3UTL
MHBANNAM3ALMNIO MONOAbIX TPYA0CNOCOOHbIX NALUEHTOB.

Ha Hauano 2021 roga opraHU3auma NpuBAeKIa K TeCTUPOBAHUAM Ha NpeamMmeT Hanm4uma
BOCManuTenbHOM 601M B cnuHe U cyctaBax: 161719 noTeHuuWanbHbIX NALMEHTOB, U3 KOTOPbIX
10362 3asepwuam  TectmpoBaHue. PesynbTatbl 2956  pecnoHOEHTOB  OKa3anucb
NOJIOXMUTENbHbIMM.

Mpe3naeHT opraHM3aunm, a TaK¥Ke 3KCNepTbl peBmMaTosiorn n3 rpynnbl IKCNA OCeEHbIO
NPUHAAN y4acTue B rnobanbHom popyme no npobneme 3aAepHKU ANAarHOCTUKMU aKCUabHOrO
cnoHaunnoapTpuTa.

1.6.0praHM3auma pa3BMBAET CBOK AeATeNbHOCTb MO CO343HUK  MOCTOSHHOTO
KOHCTPYKTUBHOIO AMaNora Mexay nauMeHTCKMM coobLecTBOM M opraHaMm 34paBOOXPaHeHUA
ana obecneyeHms NPUHATUA ONTUMA/IbHbIX PELLEHUA B MHTEpecax NalneHToB.

OpraHuszauma npogonxkuna paboTty B copetax no 3alumuTe Npas NALUMEHTOB NPU OpraHax
3apaBooxpaHeHMa B Kanyrckoih obnactu, Pecnybnmke Yysawwus, CaHkT-leTepbypre,
YnbAHOBCKe.

MaumeHTbl M3 UpKyTcKoin ob6nactn, MockBbl U MOCKOBCKOM 061aCTU NPOA0NKaOT BECTU
aKTUBHYto paboTy B CoBeTe npu TepputTopmanbHOM Bopo meamKo-coLmanbHOM SKCNepTUsbl.

Mpe3naeHT OpraHMsauum NPOAOIKMA paboTy B pamKax OOLLeCTBEHHOro coBeTa Mo
NPoOBeAEHUIO HE3aBUCMMOM OLEHKM KAvyecTBa YC/IOBMM OKasaHMA YCAyr MeaULMHCKUMMU
opraHusaumamm npu MuHucTepcTBe 3apaBooxpaHeHnsa Poccuiickon ®epepaumn. UpkyTckoe,
HoBocnbupckoe u YyBaluckoe OTAENEHWUA OpraHM3auMW MNPUHANM yvyacTMe B BblE€34HbIX
MmeponpuatTuax Coseta Npu NPOBEAEHUN OLLEHKM YUPEXAEeHUI permMoHa.

1.7. OpraHusauma nNpuHANA Yy4acTMe B HECKOJIbKMX KPYMHbIX MEpPOnpUATUAX,
OpPraHM30BaHHbIX MAPTHEPCKMMM 06LLECTBEHHBIMWU U BPaYebHbIMM OpraHM3aunAMM:



e B Xl BcepoccuMiACKOM KOHrpecce nauMeHTOB, MPOXOAMBLLUMM B CBA3W C NaHAeMMUEMN
COVID-19 B oHnaliH dopmare;

e B dopyme pesBmaTtonoroB Cubupckoro depepanbHOro oKpyra «PeBmatosiorns oT
AMarHosa K pemuccum», NpoxoamBlIMM B cBA3M € naHgemueinr COVID-19 B oHnalH
dopmare;

® B MeXAUCUMNAMHApPHOMW KoHbepeHumn «COVID-19 mn ayToMmMMyHHble 601e3HUY,
npoxoAaunsLlen B cBA3M ¢ naHaemunent COVID-19 B oHnalH dopmare.

1.8.0praHusaumsa nNpoao/Kuna yyactme B pabote IKcnepTHOM  rpynnbl MO
cnoHannoaptputam (3KCnA), cosgmaHHOW npu  Accoumaumm pesmaTonoros Poccuu.
Mpopgonxnnacb pabota Hag coBmecTHbiIMM ¢ IKCNA npoekTamu U GopmMpoBaHUEM HOBbIX
KpUTEpMEB WMHBanMAHocTM npu 6onesHn bexTepeBa, KoTopble npu3BaHbl cbanaHcMpoBaTb
CUCTEMY MEAMKO-COUMANbHOM 3KCNepTusbl U caenaTb AOCTYyNHee Mepbl rocyfapCcTBEHHOM
COLUManbHON NOAAEPKKN ANA NALMEHTOB.

1.9.0praHu13auma nNpoAO/KMAA aKTMBHYKO paboTy B pamKax MeXAyHapoaHOM
OpraHM3aumMmn NaLMeHTOB C aHKUI03UPYHOLWUM CNOHAMAUTOM (6one3Hb bexTepesa).

OpraHusaums npuHaaa yyactve B pabote MexayHapogHon depepaunm naymeHToB C
b6onesHblo Bextepesa (Axial Spondyloarthritis International Federation - ASIF) n rno6anbHom
dopyme no npobneme 3a4epKKN ANArHOCTUKM aKCUMANbHOFO CMOHANA0APTPUTA.

Mpe3ngeHT OpraHnsaLmMm NPOAOMNKUA aKTUBHYIO paboTy B cocTaBe CoBeTa ANPEKTOPOB
ASIF v BO3rnaBma KOMUTET MO PasBUTUIO PErMOHa/IbHbIX OpPraHM3auuii NaUMEeHTOB B PasHbIX
cTpaHax (Membership Sub-Committee).

1.10.0praHusaums nNpoAo/IKMUNa KOOPAMHMPOBATb CBOK AEATENbHOCTb C  APYrumu
OpraH13auuaMMN NaLUMEHTOB C PEBMaTUYECKMMM 3a60NeBaHUAMU U IKCNEPTHLIM BpavyebHbiM
coobuiecTsom.

MNocne nHuMummnposaHHom B 2018 rogy paboTbl N0 MoAepHM3aLMN B3r1A40B 06LWEeCcTBa U
YWMHOBHMKOB Ha npobaemy NbrOTHOrO JIeKapCTBEHHOro obecnevyeHMsa PeBMATONOTNMYECKUX
NauMeHTOB, He WMeLWMmMxX CcTaTyca MHBanWg, obbeguHeHWe Tpex OpraHuM3auun,
NpeacTaBAAIOLWMX TAKOBYHO ayAUTOPUIO NALMEHTOB, NPOAOIKUAO aKTUBHYO paboTy B AaHHOM
HanpasieHun. B 2020-om rogy obbeanHEHMEM OpraHM3aLMin PEBMATONOMMYECKUX NaLMEHTOB
6blnn HanpasaeHbl 3anpocbl B Focaymy n MuH3apaB B OTHOLWEHWM BBOAMMOrO €4MHOrO
peectpa nbrotononyyatenei. Oteet 3amectutena MuHucTpa 3apaBooxpaHeHuns Poccuiickoi
depepaymm 6bin 0AHO3HAYEH — MNALMEHTbI C AHKMN03UPYIOLWMM CMOHAUNUTOM, PEBMATOUAHbLIM
apTPUTOM, CMCTEMHOM KPACHOM BONYAHKOW, PEBMATM3MOM MMEIT NpPaBO Ha /IbIOTHOe
NeKapcTBeHHoe obecneyeHune paxe 6e3 cratyca mHBanAna. COOTBETCTBEHHO, TaKMe MaLMeHTbl
[O0/KHbI ObITb BKNOYEHbI B €AWHbIN peecTp /IbrOTHUKOB.

1.11.B 2020 roay OpraHusaumusa npodo/ikuna paboTy opuandeckon ciyxbbl, KoTopas
3aHMMaeTcA aHaAM3om Kanob nauveHToB W NOArOTOBKOM 0O6palleHMit No BOMpPOCaM
AOCTYMHOCTM NIeKapCTBEHHOro obecnevyeHma MaLMeEHTOB C peBMaTUYecKMmuM 3aboneBaHnAMM.
PaccmotpeHo 6onee 20 odumumManbHbIX 06paLLeHnit OT NaLUEHTOB.



[NaBHbIM AOCTUXEHMEeM [AaHHOW pPaboTbl ABMIOCL MNOAYYEeHME OT 3amecTutens
MuHucTpa 3ppaBooxpaHeHua Poccuitckoint Pepepaumm  odUMUMANbHOTO NOATBEPKAEHMSA
nosvumm OpraHusaumm o BO3MOMKHOCTU NIbIOTHOro obecneyvyeHma naumeHToB € HonesHbto
bexTepeBa, peBMaTOMAHbIM APTPUTOM, CUCTEMHOM KPacCHOM BOJIMAHKOM M peBMaTUYECKOM
NINXOPAAKOM FEHHO-UHXEHEPHbIMU MMMYHOCYNPECCMBHBIMWU Npenapatamm 6e3 NPUBA3KKU K
cTaTycy «MHBanua». [laHHas BO3MOMKHOCTb Oblna BblABAeHa chneumanmuctamu OpraHmsaumm B
2018om rogy. B 20190om paHHaA no3mumA Hawna cBoe noartesepxaeHue y MuMHUCTEPCTBA
3apaBooxpaHeHua  Poccuinickor  Pepepaummn,  Ikcnepta  BcemumpHolM  opraHusauumm
34 paBOOXpaHeHMA, B pamkax pabouvero cosewaHnsa CoseTa 0bOLWECTBEHHbIX OpraHM3auuii no
3aWmMTe npaB naumeHtoB npu  MwuHucTepctBe 3apaBooxpaHeHma P®, Accoumauum
peBmaTonoroe Poccuun. PesynbTatom fgaHHoW paboTbl ABMAOCH MNOABMEHWE MUCBMEHHOIO
yKasaHuAa oT TO Poc3gpaBHaa3opa no Mockse n MockoBcKoi obnactn B agpec MuHUCTepCTBa
3/1ipaBooxpaHeHna MockoBcKol obnactu (oTKyaa noctynano Hanbosbliuee KOMYECTBO ¥Kanob)
n [enaptameHTa 34paBooxpaHeHus Tr.MOCKBbI O HeobXoAMMOCTM B KpaTyahliMe CPOKM
OpraHM3oBaTb NeKapCcTBEHHOe obecneyeHMe pPEeBMATO/IOTMYECKMX MALMEHTOB B YKA3aHHbIX
cybbeKkTax pegepaumm BHe 3aBUCUMOCTU OT HaMUYMA MHBAANAHOCTW.

BmecTe c Tem, B CBAI3M C MaHAEMUEN KOPOHABUPYCHON MHDEKL MM, NPOEKT PeBmodakTop
OpraHW30Basi aHKETMpPOBaHMe, CcOOp W  KOMMJIEKCHbIA aHanu3  obpalleHuin  Bcex
PEBMATONOINMYECKUX MNAUMEHTOB MO npobsemam [AO0CTYMHOCTM /IeKApCTB M MeAULMHCKOM
nomowmn. Obuwectso B3aMmonomowm npu  6onesHn bexTepeBa  CoAeNCTBOBaNO
pacnpocTpaHeHUo MHPOPMaLMM O AaHHOM paboTe M HaMpPaBAEHWUIO MALMEHTOB, UMELWMX
yKasaHHble Npobaembl, Ha aHKETUPOBaHMeE.

1.12. OceHbto 2020 rogma OpraHmsauma npuv noaneprkke napTHepoB nposena
Obuwepoccuiickyto  akumio  «MUNNMOH  Waros», MPU3BAHHYD  NPUBAEYL  BHUMAHUE
06LLEeCTBEHHOCTN K NaumMeHTam ¢ 6onesHbio BextepeBa M MOTMBMPOBATL NOLEN, HKUBYLIUX C
6onesHbto bextepesa, ABuraTbcA 6onblue.

Mo pe3synbTaTam akUMM B TeYeHMe Tpex mecAaues akumn 384 yyacTHMKa akumMm N3 BOCbMM
denepanbHbIX okpyros Poccum npownn B obweit cnoxkHoctn 36 680 296 waros, uan 25001
TbicAY Km (B 2018 roay — 6onee 158,5 mnH.waro unm 6onee 107 Tbic.Km, B 2019 rogy — 325
MJIH.LWIAroB Uaun 216 TbiC.KM), OrpaHUYnUTEIbHbIE MEPbI B PAAE PErMOHOB B CBA3M C NaHAeMUEN
COVID-19 BHecnn cyuwectBeHHble KOPPEKTMBbI, akuuA B 3TOM roay nposoausacb B 2 pasa
KOpo4Ye M YYAaCTHUKOB aKuuKn Bblno MpaKTUYeCcKn BABOe MeHblie. [obeantenem akumm crana
KomaHgaa 3 Ceepo-3anagHoro ¢denepasnbHOro okpyra. B Kauectse npusa B aTom okpyre B 2021
rogy 6yanet opraHmsoBaHa LLIKona gna nauneHTos.

1.13.B 2020 roay OpraHusauua npogosxkuna paboTy no passBuTUIO MJIOLWAA0K AN
06LLEHNA NALNEHTOB B COLMANBHbIX CETAX.

Ha 41% ysennumnacb ayautopusa rpynnbl BKoOHTakTe (He y4MTbiBas pernoHanbHble U
npueatHble naowaaku). 10,7 TbiC. NOCTOAHHbLIX noAnucynkos (+200 noANUCYMKOB
€)XeMeCsYHO), 6 TbICAY YHMKANbHbIX noceTutenen B mecsal, 314 Tbic. NPOCMOTPOB 33 NOATOA3;
51,6 Tbic. nosib3oBaTeNnenm — CpeAHUN exemecAYHbIM oxBaT NybauKauumit 3a nocnegHue 12



mecaue; 90% ayautopun ctapwe 24 net, 95% ayautopumn mns Poccuinckon degepaumnn. Ana
yBe/IMYEHNA OXBaTa CTpATerns pacnpocTpaHeHuAa MHPopmauum o aeatenbHocTn Ob6wiecTBa
npegnonaraet nybAMKauuM NAATHbIX MOCTOB B KPYMHbIX pPervoHasbHbiX MabanKkax u
coobulecTBax colmanbHOM ceTn BKoHTaKTe.

KaHan YouTube. Uenesaa aygutopua — naumeHtbl ¢ AC M ux 61mM3kuMe - Ha 61%
yBennumnnacb aygutopusa KaHana, 9,3 TbiCAY MOCTOSIHHbIX NoAnucynKkos (+270 mognucynKos
e)XemecsyHo), 18 TbicAY YHUKaNbHbIX Nonb3oBaTesnen 3a 3 mecaua; 282 TbiC. NPOCMOTPOB 3a
nocnegHue 12 mecaues, 1,4 MaH MUHYT NPOCMOTPOB BUAEO0; 97% ayanTtopun ctapuwe 25 ner,
6onee 80% ayautopumn c Tepputopum CHI (58% u3 Poccuiickoit ®epepauunm, YKpanHa 13%,
KasaxcTtaH 5%, octanbHble cTpaHbl CHI 4%).

KaHan B Instagram. Lenesasa ayantopua — naumeHTtbl ¢ AC n nx 6amskue - 3,487 Tbicaum
MOCTOAHHbIX MOAMUCYMKOB, 2 TbICAYM YHMKANbHbIX MNO/Ab30BaTenen B Hegento; 10 Thbic.
NPOCMOTPOB B Heaento; 93% ayautopum ctapue 25 net, 6onee 76% ayamutopun ¢ TEPPUTOPUN
CHI (67% u3 Poccuitckont ®epepauunm, YkpanHa 5%, KasaxctaH 4%).

CtpaHunubl B Facebook n OgHoknaccHuku. Llenesasa ayautopua — naumenTbl ¢ AC 1 mx
61u13KMe - 2,5 TbicAYM NOCTOAHHBIX Noanucumkos; 98% ayautopun ctapwe 25 net, bonee 82%
ayantopum c Tepputopum CHI, B T.4. n3 Poccuiickoin Pegepaumnm.

1.14. B 2019 rogy OpraHusaumsa He NpPMHMMAnNa ydyactue B 3acegaHmax Komwuccum
MwuH3gpasa Poccnn no GopmMUPOBaAHUIO MEPEYHEN /IbFOTHbIX JIEKAPCTBEHHbIX MPenapaToB B
BMAY OTCYTCTBMA B MNpeaBapUTENbHbIX CNUCKAX NeKapCTB, MNPUMEHAEMbIX npu 6onesHu
bextepesa.

2. OTHET MNO WUCNOJIb3OBAHUIO MWMMYLLIECTBA U PACXOAOBAHUIO CPEACTB
B/IATOTBOPUTE/IbHOM OPTAHU3ALIUM:

OpraHusaums He umeeT Ha 6banaHce nmyulectsa. Ha Havano 2020 roga oCTaToK LIE/IEBbIX
cpepncts 1 574 Toic. pyb.

B otyeTHOM nepuoge OpraHusauma noayynna B Buae NoxepreoBaHui 5 942 Toic. pyb.
BK/toYas dMHaHcMpoBaHue PoHaa npe3naeHTCKUX rpaHToB (2 599 Tbic. py6.), 136 Tbic. pyb. B
BMAE MNPOLEHTOB OT Aeno3UTOB M OKa3aHMA YCAYr, M3PAcXo40Banuv Ha MNPOrPaMMHYHO
neatenbHocTb 5 934 Tbic. py6., M3pacxooBaHO Ha colepkaHue opraHusaummn 1 484 Toic. py6b.
Ha koHeu 2020 roga OCTaTOK UENEBbIX CPEACTB M CPEACTB OT npeanpuHUMaTEeNbCKOM
AeATeNbHOCTU opraHu3aumm coctasnaneT 1 359 Toic. pyb.

3. BbICLULUM OPTrAHOM VYMNPABJIEHUA OPTrAHU3ALIUWN, COINNACHO YCTABY, ABNAETCA
KOH®EPEHUMA AENETATOB PETMOHA/IbHbIX OTAE/IEHUIA.

MepcoHanbHbIM COCTaB BbICLLEro OpraHa ynpaBaeHus:
Cutano Anekceir Bagumosuy;

boctbiHey, Nanna CaapoBHa;

CaxabytanHoBa Pamuns 3aliHyTAMHOBHA;
BeTpoBa Onbra BUKTOPOBHa;

banawosa MapuHa KOHCTaHTUHOBHA;

o Uk wnN R

OcTposepxoBa NpuHa AneKkcaHgpoBHa;



7. Bonobyes Bayecnas KOpbeBuy;

8. MnbuHa AHHa pUropbeBHa;
9. Mwuxainos Aptém Cepreesuy;
10. JenHeHKo Bayecnas Hukonaesmy;

11. Notuy, Cepreit BuktopoBuy;

12. Cupoposa CeeTnaHa HMN0BHa;

13. KopuarnHa EneHa BacunbesHa;
14. 3aiHawesa 3apuma MadapoBHa;
15. 3yes Cepreit AHaTONbEBMY;

16. Aynapes Muxann Bhagummnposuy;
17. JleoHueHKoBa HaTtanba KOpbeBHa;
18. benoycos MBaH AneKkceesuny;

19. Monosa EneHa MunxannosHa;

20. Maracymosa Bepa BacmnbeBHa;

21. Pacteraes Unba Cepreesuy;

22. Meperynosa UpunHa MNaBnoBHa;

23. 3anueB EBreHnit AHaTONbEBWY;

24. KoHoHeHKo Bnagnmup bopucosuny;
25. KopoTKkoB AHTOH AneKcaHapoBuy;

26. JletyHOoBMY Tamapa BnagMmmnpoBHa;
27. TkaueHKo AnekcaHap CtedaHoBwMY;
28. Jawwuesa Hatanba JawmHMMmaeBHa.

lNMpaBneHue opraHusaummn

1. Cutano Anekceit Bagumosuu
CaxabytanHoBa Pamuna 3alHYyTANMHOBHA
Cnpoposa CeeTtnaHa HunosHa
boctbiHey, Nanna CaapoBHa

vk W

bop3unHa Onna BukrtoposHa

McnonHuTenbHbIN opraH
1. Mpe3naeHT opraHmnsauuu, NMpeacenatens MNpasneHnsa Cutano Anekcelr Bagumosuy

4. TMEPEYEHb, COCTAB WU COAEPXAHWUE BJIATOTBOPUTE/ZIbHbIX TMPOrPAMM,
NPOBEAEHHbLIX OPTAHU3ALMEN:

B oTyeTHOM roay OpraHu3auns peanm3oBbiBana ciegyowmenporpaMmbl U NPOEKTbI:

1. «LlKonbl gna naymeHToB ¢ 60ne3Hblo BexTepeBa».

Cepua Nekumnii BeayLmx pOCCMMUCKUX PeBMATONOroB o 3aboseBaHUn, ero ocobeHHOCTAX,
MeTo4aX MeAUKAMEHTO3HOr0 /eY4eHMA U  HemegMKaMeHTO3HbIX CnocoboB npoaseHus
PEMUCCUMN U COXPAHEHUA NOABUMKHOCTM B CYCTaBaX B COMETAHMMU C MPAKTUUYECKMMM 3aHATUAMM
neyebHon Pu3KynbTYpot B pervoHax Pd. MoppepykaHa PoHAOM NpPe3nAEHTCKUX FPaHTOB
YyeTBepTbIN rog noapsa,.



LLE/1b: noBbllIeHMEe Ka4yecTBa XU3HU NaLMEHTOB Yepes NOBbIWEHME OCBEAOMIEHHOCTU O
3aboneBaHnM, MeTofax CaMOAMATHOCTUKM, NPOOUNAKTUKKM, a Takke QopmupoBaHua
NPUBEPKEHHOCTU 340p0BOMY 06pasy XKM3HM U 06yYeHne AOCTYNHON PU3NYECKOM aKTUBHOCTM.

C 2014 r. OpraHusauma nposena 6onee 40 3aHaTmin LWKonbl B 30 pernoHax Poccuu, mnx
y4YacTHMKamun ctaam okono 3500 naumeHTOoB. B  pesynbTtaTe 3amMeTHO BbIpocaa
OCBEAOM/IEHHOCTb MaUMEHTOB 06 0CO6eHHOCTAX 3aboneBaHMA W COBPEMEHHbIX MeToAax
NleyeHnn, BbIPOC YpPOBEHb MNpPABWU/IBHOTO KOHTPO/JIA CBOEro CocCToAHMA. Peanusyetca npwm
Hay4YHOM, METOAMYECKOW W OpraHM3auMOHHON NoAAepKKe PYKOBOACTBA WM CMeLMasnuctos
®rBHY HU UHcTuTyTa pesmaTtonorum um. B.A. HacoHoson n Obwepoccuiickon ObLiectBeHHOM
opraHusauum «Accoumaums pesmatosioroB Poccum». Mo utoram Kaxkaoro 3aHAtTMA LLKonbl B
pernoHax pacnpoctpaHaeTca uMHpopmauma o aeAatenbHoctn Ob6wecTBa U ero NapTHEPOSB,
aKTUBHbIE MaLMEeHTbl BKAKOYAOTCA B paboTy B KayecTBe TPEHEPOB-BOJIOHTEPOB, CO34at0TCA
otaeneHusa Ob6uwecTsa, bnarogapa Yemy NaLMeHTbl BOB/IEKAIOTCA B aKTUBHYHO AeATENIbHOCTb MO
YNYUYLEHWNIO KAYECTBa XKU3HMU.

Ha 3aHATMAxX LUKoAbl BeAeTca BUAEO3ANUCh NIEKUMIA, KOTOPbIE pasmeLlatoTcs Ha calTe
ObuwectBa M MOMNyAAPHbIX UHTEPHET-pecypcax B bHecnnatHom poctyne. dopmar LUkonbl —
coyeTaHWe TeopMU U NPAKTUKKN: CEMUHAP (BbICTYNNEHUA PEBMATONOrOB, 3KCMEepPToB, 0bLLeHME;
npakTnyeckune 3aHATMA JIOK noa pyKoBoACTBOM OMNbITHOrO MOCKOBCKOroO METOAMUCTA).

2. Nporpamma «MobunbHoe npunoxkeHue ASpine».

PaspaboTka M BHegpeHWe MOOWABHOTO MPUNOXKEHUs, 0becneymBaloWEero KOHTaKT
NauMeHTOB M PEBMATO/IOrOB, AatoLLEE BO3MOXKHOCTb ANCTAaHLMOHHOIO MOHUTOPUHIA COCTOAHUA
naumeHTa B ntoboi Touke Poccum (gns yctponcts Ha 6a3e Android m iOs)

LENDb: obecneyeHne BO3MOMKHOCTU nauyneHtTam noCTtoAHHOro MOHUTOPUHIA CBOEro
COCTOAHMA, AOCTYNHOCTN ONA MasIoMOBUNbHbIX nauLneHToB U KuUtenemn OTOANEHHbIX permoHos
P® nocToAHHOro KOHTaKTa C pesmaTonIorom.

MobunbHoe npunoxkeHne «ASpine» co3gaHo, 4TOObl Ka)kabld MaUUMeHT Mor
CaMOCTOATE/IbHO KOHTPO/INPOBATb COCTOAHUE CBOEro 340P0BbA U NPU NepBON HEO6XOANMOCTH
CBA3bIBATLCA C JleYallMm BPaYOM AUCTAHUMOHHO. Mcnonb3oBaHWe NPUIONKEHUA MNO3BOAUT
CHATb 4acCTb KO/NIOCCANlbHOW Harpy3kM CO CNeumMannctoB U YAydlUTb KOHTPO/Ab NedYeHus
60NbHbIX CNOHAWNOAPTPUTAMKU. ITO O0COBEHHO aKTyanbHO AnA perMoHoB Poccuu, rae
HeAO0CTaTOYHO PEBMATO/IONOB.

ASpine - 3TO0 UMPPOBOM NOMOLHWK ANA MAUUEHTOB, KOTOPbIA BKAKOYaeT B cebs
HECKOJIbKO TEXHOJIOTMYECKUX peLleHUN:

® [pUaoXKeHne anAa nauuneHTa,
® [porpamma, KOTOpOl‘a nonb3yetca pesmatosor AnAa MOHUTOPUHTA aAKTUBHOCTU
3aboneBaHunA n d)yHKLI,MOHal'IbHOI'O COCTOAHMNA NaLLMEHTOB.

MauneHTCKan YacTb BKAOYaEeT B ceba KOHTPO/Ib BbINONHEHUA PEKOMEHAAUMI NO NevyebHowM
OU3KyNbTYype, NpUemy NEeKapCTBEHHbIX MPenapaTtoB M AAeT BO3MOMHOCTb HaxoAMTbCA Ha
MOCTOSAHHOM CBA3M C 1I€YALLMM BPAYOM.



B 2020-om rogy ®rEHY «HUUP nm. B.A.HacoHoBOM» Hayan aopabaTbiBaTb cucTtemy ASpine,
co3pgaBas 610K Ana paboTbl Bpaya C AaHHbIMUW NALLMEHTOB.

B cBA3KM C maHAemueln KOPOHaBUPYCHOM MHGEKUUKM, POCT perncTpaumn B cucteme ASpine
yBennumaca. Konnyectso akTMBHbIX Nosib3oBaTtenei coctasnaet 2200 yenoseK. O6BbEKTUBHbBIMM
NPenATCTBUAMM ANA Oa/NIbHENLWEro pa3BUTUA NpPOEKTa ABAAETCA: OTCYTCTBME MOHETU3aUUKN U
OTCYTCTBME ONANaTbl Bpavyam (paboTa Ha 3HTy3nasme). B cnyyae npeoponeHns AaHHbIX
NpenATCTBUIN CUCTEMA MMEET APKO BbIPA*KEHHbIM NOTEHLUMaN.

3. «AKTMBHaA }XMU3Hb» - nonynapusauma nedyebHou GU3KYAbTYPbI U 340pPOBOrO

obpasa }KuU3Hu cpegu naymeHToB ¢ 6onesHblo bexTepeBa»

LENb: MoBblWweHMe KayecTBa XM3HW NauneHToB ¢ O6onesHbio bexTepeBa u Apyrumu
XPOHUYECKMMWN pPEBMATUHECKMMMU 3a60N€BaHMAMMN Yepes3 NoBbiweHne MHPOPMUPOBAHHOCTU U
peanusaumnto NPopUNAKTUYECKMX Nporpamm n metoamk JI®K, HanpaBAeHHbIX HA COXpaHeHue
300pOBbA MaUMEHTOB, obyyeHMe cnocobam COXpaHEHWA aKTUBHOTO 06pasa KU3HU U
TPyAoCcnocobHOCTH, 3ameaieHMA NPorpeccMpoBaHuna 3abonesaHus.

MpoeKT BKAKOYAN MACTEP-KIACChl, BKAKOYAOWME TEOPUIO M MPAKTUYECKME 3aHATUA NO
cneumanbHOMy Kypcy nedebHol OU3KyAbTypbl AnA nauueHToB ¢ 6onesHbio bextepeBa U
APYTMMK peBMaTUYECKMMM 3aboneBaHUAMM.

B 2020 r. BbiNyuWweHbl AUCKM U Bpolopbl ¢ meTogmkoin JIPK, aganTmpoBaHHOW ANs
3aHATUI B TOM ymncne B GUTHEC-LEHTPaxX M CMOPTUBHbLIX KAybax, Ha TpeHaxkepax. MaTtepuanbl
OpraHuszauma npepoctasndaetr 6e3Bo3me3gHO ydacTHMKam LUKon gna naumeHToB M mactep-
KNaccoB - NauneHTam, Bpayam, TpeHepam, peabuantosoram.

4. «PaHHAA AMarHocTMKa 3aboneBaHus Yepe3 MUCNOJb30BaHUE UHPOPMALMOHHDbIX
TEXHOJIOTM U KOHTEKCTHOM peKlaMbl».

LUE/Nb: npepoTBpalieHMe MWHBaAMAM3aAUMW MOMOAbIX MNALMEHTOB Yepe3 CHUXKeHue
CPOKOB MOCTAaHOBKM AMarHo3a c UCNos1b30BaHNUEM KOHTEKCTHOM U MeAUNHOM peKkiambl.

MNporpamma peanu3yetca NpM  HAY4YHOW, METOAMYECKOM U  OpraHM3aLMOHHOM
noaAepXke pykosoacrtsa U cneunanmctos PrbHY HU WMHctutyta pesmatonormm mm. B.A.
HacoHoBsol, Ob6uwepoccuitickoit Ob6LLECTBEHHON OpraHmM3auum «Accoumauma pPeBMaTO/IOroB
Poccnn».

Mporpamma npepcTaBasaetr cobol MeponpuATUA MO MOUCKY Yepe3 KOHTEKCTHYI U
MegUMHYI0 peknamy ntogein ¢ 6onblo B cNMHE WM cycTaBax. Yepe3 peknamy Mo/sib3oBaTesb
WHTEPHET nepexoauT Ha calT bbehtereva.ru, npoxoAuT TecT Ha BOCMA/IUTENbHbLIN XapaKTep
60m (MexayHapoaHbIV TecT). B cayvae NoNoXUTENbHOrO pe3ynbTaTa NauMeHTy npegnaraerca
noceTUTb PEBMATONOrNA.

CoKkpaleHne BpemMeHM MOCTAaHOBKM [AMarHo3a MOMOXeT naumeHtam ¢ 6onesHbto
bexTtepeBa HauyaTb CBOEBPEMEHHOE JleYeHWe, COXPaHUTb Ha bonee AAUTENbHbIN CPOK
NONHOLEHHYI0 TPyAOCNOCOOHY0 KM3Hb 6e3 wuHBanuamsaummn. OAHOBPEMEHHO, pPaHHAA
OMArHOCTMKA — 3TO COKpalleHWe pacxofoB Ha JievyeHne TakMX NauueHToB, YTO NOATBEPKAEHO
nccnegosaHnem MHCTUTYTa SKOHOMUKM 34paBooxpaHeHna HAY BLL3.



Ona ynydweHuAa cuTyaumnm C  BbIABNAEMOCTbKD  aHKMAO03MPYOLWEro CnoHAWAnTa
HeobxoAMMO NpUCTaNibHOe BHMMaHME K noaam Bospacte Ao 40 net, ocobeHHO — ¢ 6onamu B
cnMHe W cyctaBax. B 3aTton ueneson ayautopum Haubosiee BbICOKA [A0/A  aKTUBHbIX
nonb3oBaTtenen cetn WMHTepHeT. COrnacHO OTKPbITbIM AaHHbIM AHAEKCA, NMPOHUKHOBEHUE
MHTepHeTa Ha KoHeu, 2015 roga B MockBe coctasnaetr 79% o1 Bcero HaceneHuA, CaHKT-
MNetepbypre - 78%, KasaHu - 72%. ITO O3Ha4aeT, YTO B 3TUX PErMoHax Mo/ib30BaTeNsAMMU
MHTEPHETA MOXHO CYMTATb MPAKTUYECKN BCEX XUTenen maagwe 40 net, KOTopble COCTABAAOT
LeNeBylo ayaAuUTOPUIO MPOoEKTa.

5. COAEPHKAHUE n PE3Y/IbTAT OEATE/NIbHOCTU BENNATOTBOPUTE/IbHOW
OPTAHU3ALIMU 3A OTHETHbIW NEPUOA;

Lienb peannsyembix Nporpamm u NPOeKToB: [10BbIlEeHME KauyecTBa }KNU3HU NALLMEHTOB C
b6onesHblo bextepeBa M APYrMMU XPOHUYECKMMWU peBMATUYECKMMM 3aboneBaHuamM yepes
pacnpocTpaHeHne WHbOpMaLMM U peanmnsaumio NPodUAAKTUYECKMX MPOrPaMM U METOAMK
JIOK, HanpaBieHHbIX Ha COXpPaHEeHWe 340pOBbA MaLMEHTOB, ObyvyeHMe aKTMBHOMY obpasy
YKU3HU N YMEHbLLIEHMe NporpeccMpoBaHmA 3abonesaHums.

3apaum, pewaemblie paMmKax peanamsauum:

- pacnpocTpaHeHMe yepes Nydlimnx peemaTtonoros Poccuinckon Peaepaunmm HayYHbIX 3HAHUN
N nonynapHon nHbopmaunm o 6onesHu bextepeBa, OCNIOKHEHUAX, Ucxoaax 3abonesaHus,
meToaax 6opbbbl ¢ Heayrom, cnocobax AOCTUMKEHUA pemuccnmn, cnocobax NPodUAaKTUKM
obocTpeHnis;

- nonynsapu3auna nedyebHol PU3KyNbTYpbl KaK OCHOBHOFO HeMeAMKAMEHTO3HOro crnocoba
coxpaHeHusa GYHKLUMIN CyCTaBOB;

- NOBbIWEHME YPOBHA CAaMOCTOATENbHOIO KOHTPOA NaUMEHTa 3a aKTUBHOCTbIO 3aboneBaHuA
C LUenbld CBOEBPEMEHHOro MPUHATMA Mep B Ccayd4ae HebnaronpuATHOrO MpPOrHo3sa
3aboneBaHus;

- CHMXEHWE CPOKOB [AMArHOCTUPOBAHMA aAHKWAO3MPYHOWEro cnoHauauta (6onesHu
BexTepeBa) yepe3 MCNO/Nb30BAHUE LUMPOKOrO CMNeKTpa MPOrpamm M UHCTPYMEHTOB ANA
CHUXXEHWA YPOBHA MHBANNAM3aLNKN NaumeHToB ¢ bonesHbto bexTepesa;

- y4YyacTMe B 3KCMEPTHbIX, COBELLATENIbHbIX W WHbIX KOANErMaNbHbIX OpraHax CUCTEMbI
34paBooxpaHeHnsa PO 1 pernoHoB, OpraHOB UCMOJIHUTENbHOM U 3aKOHOA4ATE/IbHOM BNAcTel
P® n pervoHoB gns obecneyeHMA NOCTOAHHOIO AManora ¢ NauMeHTCKUMU OpraHU3aLmMaAMm
N NPUHATUA PELLUEHWNI C y4eTOM MHTEPECOB NaLMEHTOB;

- obecneyeHMe [OCTYMHOCTM WM MNOBbIWEHWE KayecTBa MEAMLUMHCKOM MOMOWM U
NneKkapcTBeHHoro obecneyeHua MaUMEHTOB Yepe3 B3aMMOLENCTBME C OpPraHamu CUCTEMbI
3[4PaBOOXPAHEHMA, A TaKXKe pasBUTME U MPUMEHEHME WMHHOBALMOHHbIX MPOrpamm u
MHCTPYMEHTOB.

B pe3ynbTaTe peanusauum NPOEKTOB OpraHU3auum:

1. YBennumnacb OCBEAOMNEHHOCTb HaceneHna PP o 6GonesHn bextepeBa u ee
CMMNTOMaX, YTO CNOCOBCTBYET COKPALLEHUIO BPEMEHWN AMATHOCTUKM 3a60NeBaHUA, CHUKEHUIO
YPOBHSA MHBAINAM3aLNM NALMEHTOB N COKPALLLEHUIO BIOAMKETHbIX PAacX040B Ha eYeHue.



2. YBENMYNNOCb KOIMYECTBO PErmoHaNbHbIX oTaeneHuin ObuwecTsa B3aMMONOMOLLM Npu
b6onesHn bextepeBa, YTO CNOCOGCTBYET aKTMBM3aLMW MaALMEHTOB B Bonpocax obecnevyeHwus
KauyecTBa JKU3HM, MEAMLMHCKON MOMOLLN U JIEKAPCTBEHHOrO oObecneyeHus, a TaKXkKe
OanbHeNWeMY NOBbIWEHUIO YPOBHA MHOOPMUPOBAHHOCTM MAUMEHTOB M UX BOBJIEYEHMA B
npodunnakTUYeckne n 3gopoBbecbeperarome NporpaMmmol.

3. Pacwupunocb NpUMeHeHWe MEeTogMK chneumnanbHoro Kypca JIOK, 4to BAMAET Ha
MOBbILWEHME KayecTBa KU3HM MNALMEHTOB, CHUXEHMEe A0/ HEeTPyAOoCNoCOOHbIX MaLMEHTOB,
cTpagatouwmx bonesHblo bextepesa, B Bo3pacte ao 40 ner.

6. CBEAEHMA O HAPYLWUEHUAX, BbIABJIEHHbIX B PE3Y/IbTATE [NPOBEPOK,
NPOBEAEHHbLIX HANTOTOBbIMU OPTAHAMMU, U NMPUHATDBIX MEPAX MO UX YCTPAHEHUIO:

HapyweHuii B pe3yabTaTe NPOBEPOK He BbIiB/IEHO.

C yBaxeHuem,
Mpe3naeHt MPOBOW «ObuiecTtso B3avmonomouim npu 6onesHmn bext rfée.a»

TR

A.B.Cutano




