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OTHET
0 aeatenbHocTM MeXpernoHanbHoM obuiecTtBeHHOW 61aroTBOpPUTENIbHOM OpraHu3aLmm
MHBanugos "0O6wecTso B3aumonomolum npu 6onesHn bextepesa's 2019 rogy.

MepermoHanbHaa obuiecTBeHHas 61aroTBopuTenbHaa oOpraHM3aumsa WHBANUAOB
"Obuwectso B3ammonomolwm npu 6onesHn bextepesa" (manee — OpraHuszaums), ABAAETCA
61aroTBOPUTENbHOM OpraHM3aLmMii U OCYLLECTBAAET CBOK AEATE/NbHOCTb B coOTBETCTBMM C ©3
«O 6naroTBOPUTENBHOMN AEATENBLHOCTU U 61aroTBOPUTEIbHbBIX OPraHM3aLMUaX».

1. OTYET O AEATENbHOCTMU:

1.1.B 2019 roay OpraHusaumeir npu noaaepkke @PoHAa NPE3ULEHTCKUX TPaAHTOB,
®r6HY HU UHcTuTyTa peemaTtonorum nm. B.A. HacoHoBon, Accoumnaumm peematosoros Poccum
nposegeHo 15Lkon gna naumeHToB cbonesHblo bextepeBa (aHKMNO3UPYHOLWNIA CNOHAUAUT) B
15pernoHax Poccum:

e UpkyTtcK, KpacHospck, lMepmb, Yda, CraBpononb, KasaHb, CeBactononb, HWKHUI
Hosropoga, YenabuHck, Akytck, HoBocnbupck, BopoHerk, CaHKT-MeTepbypr, BaTyTUHKK
(MockoBckas obnactb), ykos (Kanyxckaa obnactb).

B pamkax pervoHanbHbix LLIKON opraHn3oBaHbl NeKLMM ANA NALMEHTOB Ha aKTyasbHble
TEMbl, 3aHATMA MO METOAMKE 3aHATUIA nevyebHol GU3KYAbTYPbl MNPU PEBMATOIOTMYECKUX
3a60/1eBaHUAX, @ TaKKe NPaKTUYECKUEe 3aHATUA ledebHOoM GU3KynbTypoit. B LLIKonax npuHaam
y4yactune 6onee 1500 yenoBek. [Nporpamma MmeeT 0cobyto BaXKHOCTb A4/19 NAaUWMEHTOB, TaK KaK He
BCE OHM ocBegoMeHbl 06 ocobeHHOCTAX TeyeHMA 3aboneBaHWA, a TakKe O cnocobax
COXpPaHEHWUA 340POBbA, NOABUNKHOCTU U aKTUBHOrO 06pa3a KW3HWU MOCae AMArHOCTUPOBAHUA
3aboneBaHuA. Yyactne onbITHbIX MOCKOBCKUX U PErMOHA/IbHbBIX PEBMATO/IOTOB, CNELMaanCcToB 1
MEeTOoAMCTOB Mo sievyebHON PU3KYNbType, a TaKXKe MNaLMEeHTOB, CyMEBLUMX afanTMpoBaTbca K
XU3HM Cc 6onesHblo bexTepeBa, NOMOraeT CHU3UTb TPEBOry Yy NO4eN C NOATBEPKAEHHbIM



AMarHo3om, NoBbICUTb MHHOPMUPOBAHHOCTL O 3a601€BAHMM, COBPEMEHHbIX METOAAX IeYeHUs,
HeobXoAMMOCTM MOCTOSHHOTO CAaMOKOHTPONS WM  KOHTAKTa C /JlevyallMm pPeBMaTosIorom,
IOPUANYECKUX OCOBEHHOCTAX OPOPMIEHUA NIeKAPCTBEHHOTO obecneyeHus U T.4. Takxke B
pamkax LKon opraHM3oBaHbl  MPAKTUYECKME  TPEHWHIM  ANA  CNeuuanuctoB  no
neyebHoOI/apanTMBHOW GU3KYNbTYPE, METOLMUCTOB, TPEHEPOB GUTHEC-KNYHOB, MAaCCaXKUCTOB.

B 2019 r. npoeKT «Pa3BuTME NPaAKTUKU MCUXONOTMYECKOM NOAAEPKKM MALUEHTOB C
b6onesHblo bextepeBa (aHKMNO3MPYIOWMIK CNOHAUAUT) KaK OAHOrO M3 CNOCOBOB CHUMKEHUSA
WMHBaNMAn3aLMn» Noay4ymn npusHaHme rocyaapcrea: OpraHusauum npeaoctasieH rpaHT doHaa
NPe3nAEHTCKUX TPaHTOB, YTO NOATBEPKAAET Er0 COLMANbHYIO 3HAYMMOCTb.

1.2.0praHusauma BedeT MPOCBETUTENbCKYHO paboTy cpeau MNauueHTOB M UX CeMeM,
HanpaBAEHHYIO Ha nonynAapusaumio 340p0BOrO, AKTMBHOIO obpasa KU3HN,
NPOABUMMNKEHME3AHATUI  OOCTYNHbIM  CMOPTOMANA  MHBANMAOB, a TaKKe BHegpeHue
npoduUNaKTUYECKUX Mep ANA NPeAOTBPALLEHNA PAHHEN MHBAaNMAM3aLMN NALMEHTOB:

e B Hambonee aKTUBHbIX perMoHax — MockBa, MocKoBcKkasa obnactb, CaHKT-MNeTepbypr —
OpraHM30BaHbl perynspHble  3aHATMA  CKAaHAWHABCKOW  xoAabb60M, KoTopas
pekomeHg0BaHa nauneHTam ¢ 6onesHblo bextepesa;

e B Mockee, MocKoBcKoi o6nactn, CTaBponoabCKOM Kpae un pecnybamke bawKopTocTaH
OpraHM30BaHbl peryiapHblie 3aHATUA siedyebHoM GU3KYNbTYPON, a TaKKe 3aHATUA B
6acceiHe.

1.3.0praHu13ayma NpoBOAUTTBOPYECKNE U KYNbTYPHO-NPOCBETUTENBCKME MEPONPUATUA,
CNocobCTBYOWME MOBbILWEHWIO 0CBEAOMIEHHOCTU B obuiecTBe 0 6bonesHn bexTepesa, a TakKe
noAanep KKy NauMeHTOoB:

e ®dectmBanb 3gopoBba (r. Mykos, Kanyxckas o6n.) - meponpuAatvMe, nNpu3BaHHOE
pasBMBaTb M MNpoABMraTb MAEM 340POBOro 0bpasa XKM3HU Cpeamn XKutenem ropoaa,
paloHa 1 cocegHUX HAaceNeHHbIX MYHKTOB;

e HOBOrogHuMemeponpuaTns B AeTckux oTaeneHnax®rAY «HMMUL, 3poposba aeten»
MwuH3sgpasa Poccun, ®r6HY HUNP nm. B.A.HacoHoBoit n I'bBY3 «Mopososckas [OIKb
O3M».

1.4. OpraHu3aumsa MNPOAOJ/IKAET PeaNM3aumnIio MPOeKTa MO Co34aHU MOBWAbHOTO
npunoxKeHnAASpine, KOTOpoe MOMOraeT nauMeHTaM KOHTPO/MPOBATb CBOE COCTOAHWE,
obecneymBaeT AMCTAHUMOHHYIO CBA3b MeXAy MNauMeHTOM UM peBMaTosiorom (NpuHuMn
TeNleMeMUMHbI), @ TaKXKe ONTUMU3NPOBATL MapLIPYTU3aLMio NaumMeHToB. MNpunoxkeHre ASpine
paboTaeT Ha ABYX onepaumoHHbIX cuctemax — Android mn iOS. OHO CMHXpPOHM3yeTcA ¢ 6a3ol
AaHHbIX Bpaya B TOT MOMEHT, KOr4a ecTb MOAKNIOYEHME K MHTepHeTy. Pabotaet cait, rae
npeacrasneHa 6onee nogpobHasa vHbopmauma https://aspineapp.ru . MNpunoxeHne cKkavaHo

6onee 2500 pas.

Bnarogapa pabote Hag co3gaHMemM W MOAFOTOBKOM K 3amnycky npuaoxeHusa ASpine,
OpraHusaums 3Ha4YMTe/NIbHO pacwunpuaa pPamku B3aumoaencTsma ¢ IT-KomnaHuewn, Hay4dHo-
nUccnefoBaTeNIbCKMMKU  OpraHM3auuAMK,  pPervMoHanbHbiIMKM  pPeBMaTosIoramu,  KOTopble
yyacTBOBa/M B CO34aHUM nporpammbl. OnbIT CO34aHMA NPUAOMNKEHUA BbI3BaA UHTeEpec Y


https://aspineapp.ru/

cosgatenen MHGOPMaLMOHHbIX cucTem. [poBegeHa cepua BCTPeY B PerMoHax, BblIPa3mBLLUNX
3aMHTEPEeCOBaHHOCTb BO BHeApeHuM ASpine B TroCyAapCTBEHHbIX W YacCTHbIX NeyvyebHbIX
yupexaeHusax.

1.5.0praHun3auma npogonkaeT paboTy Hag NPOEKTOM NO paHHeln AnarHoctuke 6onesHun
BexTepeBa Yepe3 UCNONb30BaHWE KOHTEKCTHOM pPeKnambl KaK MHCTPYMeHTa. MpoeKT NnocTpoeH
Ha NpuBAeYeHME BHUMAHWA LLeNeBON ayguTopum — nogen ¢ 60nbi0 B CMMHE M CyCTaBax K
TECTUPOBAHUIO Ha BO3MOXHOEe Hanuume 6onesHn bexTepeBa (MexAayHapoAaHble TecTbl Ha
nHaekc BASDAI n nnaekc BASFI). Mo pesynbtatam TeCTUPOBAHUA NpeayCMOTPEHO HanpasieHue
YYaCTHMKA NPOrpaMmbl HA KOHCYNbTaLMIO K peBMaToory gnsa obcnesoBaHnsa U OKOHYATENbHOWN
NOCTAaHOBKM AANArHo3a.

TapreTHas KOHTEKCTHaA peK/Jama MNOo3BOAMT 33 CYET MacCOBOro0 TeCTUPOBAHMSA
NauMeHTOB C AMarHo3aMy OCTEOXOHAPO3 W ApyrMmMu Hambosiee pacnpoCTpaHEHHbIMM
OWMBOYHBIMM  AMArHo3amu MOBbLICUTbL  OO0N0  JI0OAEN, CBOEBPEMEHHO  MOJYYaloLWMX
KOHCY/NbTauuKn peBmaTtonoros. COOTBETCTBEHHO, 3TO MOMOMKET COKPATUTb CPOKU AMArHOCTUKM
aHKMnosupylouwero cnoHaunuta (6onesHb bextepesa), ApyrMx CNOHAUNOAPTPUTOB U CHU3UTH
WMHBaNNAMN3aLMI0 MONOAbIX TPYA0CNOCOBHbIX MALUEHTOB.

1.6.0praHusauma pasBmBaeT CBOKO [AeATEeNbHOCTb MO CO343HUID  MOCTOAHHOrO
KOHCTPYKTUBHOIO AManora Mexay nauMeHTCKMM coobLLecTBOM M OpraHamm 34paBOOXPaHEHMA
AnAa obecneyeHMa NPUHATUA ONTUMA/IbHbIX PELLEHNI B MHTEpPECaX NaLMEHTOB.

OpraHusauma npogonxuna paboTy B coBeTax Mo 3awuTe Npas NauMeHTOB Npu opraHax
3apaBooxpaHeHuas  Kanyxckon obnactn, Pecnybnanke Yysawwumna, Cankr-lNetepbypre,
YnbAHOBCKe.

MaumeHTbl U3 UpKyTCKOM 061acTh NPOAOKAKOT BECTM aKTUBHYIO paboTy B CoBeTe npu
TepputopuanbHoMm bBlopo  mMeamKo-coumanbHOW 3KcnepTusbl. MauueHTbl M3 MOCKBbI U
MocKoBCKoW 061acTK BCTYNWUAM B aHAZIOTMYHbIE COBETLI B CBOMX CybbekTax Geaepauuu.

Mpe3naeHT OpraHusaumMm NpoAo/XKUA paboTy B pamkax O6uecTBeHHOro coseTa Mo
NPOBEAEHNIO HE3aBMCMMOM OLLEHKM KauyecTBa YCNOBMIA OKa3aHWA YyCAyr MeauuMHCKUMU
opraHusaumsmun npu MuHUCTepCcTBE 34paBooOXpaHeHun Poccuiickolit ®epepauumn. UpKyTcKoe,
HoBocnMbupckoe M YyBalicKoe OTAENEeHWA OpraHM3auMuM NPUHAAW yy4acTMe B Bble€34HbIX
meponpuAaTuax CoBeTa Npu NpoBeseHUM OLEHKM YUPEKAEHUIN pernoHa.

1.7. OpraHusaums npuHANE y4acTMe B HECKOJIbKMX KPYMHbIX MeponpuaTUSX,
OpPraHN30BaHHbIX MAPTHEPCKMMM 06LLECTBEHHBIMM U BpayebHbIMM OpraHn3aLUAMM:

e B X Bcepoccmitckom KoHrpecce nauneHTos B MockBe;

® B pAge Hay4yHbIX ceccuit «AMbOynatopHbId npuem» PermoHanbHOW 06LWecTBEHHOM
opraHu3auumM coaencTBMA PasBUTUIO AOFOCANTA/IbHOM MeAUUMHbI «AMBYnaTopHbIN
Bpa4y» B Kypcke.

1.8.0praHu3auma NpoAao/KMNa yyactve B paboTe DKcnepTHOM rpynnbl MO
cnoHgunoaptputam  (9kCnA), co3gaHHoi npu  Accoumauum  pesmaTtonoros  Poccum.
Mpoponxnnacb pabota Hag coBmecTHbiMM ¢ IKCNA npoekTamm n GopmMpoBaHMEM HOBbIX



KpUTeprMeB WHBAAMAHOCTM Npu 6onesHu bexTepeBa, KOTOpble NpuU3BaHbl cbanaHcMpoBaTb
CUCTEMY MEAMKO-COLMANbHON 3KCNepTU3bl M caenaTb AOCTYMHEE Mepbl rocyAapCTBEHHOM
COUMaNbHOM NOAAEPKKM ANA NALUEHTOB.

1.9.0praHu3auma NPOAO/IKMNA  aKTUMBHYHO pPaboTyB pamKax MeXKAyHapoAHOWM
OpraHM3auumn NauMeHTOB C aHKMN03UPYIOLMM CnoHAUAUTOM (6onesHb bexTepesa).

OpraHusauma npuHAna ydactme B pabote KoHdepeHuMn MexayHapogHou deaepaumm
naumeHToB ¢ bonesHbio Bextepesa (Ankylosing Spondylitis International Federation - ASIF) n
eBponeinckom KoHrpecce pesmatosioros EULAR B Magpuage. B xoge AaHHbIX MeponpuUATUA B
CBA3M C NPeACTOALMM BCTYNIEHUEM B CUY HOBOW MeXAYyHapoaHOM KnaccnuduKkaumm bonesHen
ASIF nsmeHunna ceoe HaumeHoBaHMe Ha Axial Spondyloarthritis International Federation.

Mpe3ngeHT OpraHM3aumm NPOAOIKUA aKTUBHYO paboTy B cocTaBe CoBeTa ANPEKTOPOB
ASIF n Bowen B oprkomuteT craeayouen KoHdbepeHumn ASIF, KoTopas coCTOMTCA BO
®paHkoypTe B 2020 roay.

1.10.0praHmsauma nNpoao/iKMAa KOOPAMHUPOBATb CBOK AEATE/IbHOCTb CAPYrMMU
OpraHM3auUuAMKM MaLUMEHTOB C PEBMATMYECKMMU 3a601eBaHUSAMU U SKCNEPTHbIM BpadyebHbIM
coobuiecTtsom.

Mocne mHuMummposaHHoi B 2017-2018 rogax paboTbl NO MOAEPHU3ALUM KpUTEpPUEB
WHBAaNMAHOCTM, nocne paga paboumx BcTped co  cneunanuctamm  ObLEpOCCMNCKOM
obuwecTBeHHOW opraHusaumm «Accoumaumsa pesmaTonoros Poccum», ®IBHY «HU UHcTUTyT
pesmaTonormn um.B.A.HacoHosoi, MunHsgpasa P®, MuHtpyga PP, ®I6Y MCD HakoHeu B
KPUTEPUM WMHBANMAHOCTM OblAM BHECEHbl M3MEHEHMA B MOJIb3y MAUMEHTOB C 60ne3Hblo
bextepeBa u apyrux peesmatuyeckmx 3abonesaHuit. C 01.01.2020 roga cpeaun npoumx byget
YUYMTbIBATbCA  MOCTOAAHHAA  NOTPeOHOCTb  NAauUMEHTOB B MPOTMBOBOCMANUTENIbHOM MU
MMMYHOCYNPEeCCMBHON Tepanuu, Ha PoHe KOTOPbIX AOCTUrAETCA M COXPaHAETCA COCTOAHME
pemuccmn. PaHee OTCYTCTBME YKA3aHHOM HOPMbl 3a4acTyld MPUBOAWMAO K 3aBUCMMOCTMU
NIeKapCTBEHHOro obecneyeHns oT HAIMYMA Yy NALMEHTOB CTaTyca KUHBANUAY.

1.11.B 2019 roay OpraHusauma npogonxkuna paboTy opuandeckoin cnyxbbl, KoTopas
3aHMMaeTCcA aHan3oM Kanob naumeHTOB M NOATOTOBKOM 0b6paweHnin no Bomnpocam
[OCTYNHOCTM IeKapCcTBEHHOro obecneyeHMAa MAUMEHTOB C peBMAaTUYeCKMMK 3aboneBaHnaMM.
PaccmoTpeHo 6onee 20 opumumnanbHbix 06palleHNt OT NaLUEHTOB.

[NaBHbIM  [OCTUMXKEHWEM fAaHHOM paboTbl ABMAOCH nNonydYeHne odULMANBHOIO
noaTeepXAaeHna nosmummn OpraHm3aumm 0 BO3MOXKHOCTU IbFOTHOTro obecneyeHns NaLMeHToB C
6onesHblo bextepeBa, peBMATOUAHLIM aAPTPUTOM, CUCTEMHOM KpPaCHOW BONYAHKOM W
PEBMATUYECKOWN INXOPAAKOM Fr€HHO-UHKEHEPHBIMU MUMMYHOCYNPECCUBHLIMM Npenapatamun 6e3
NPUBA3KM K CTaTycy «WHBanuAa». [aHHAaa BO3MOMKHOCTb Oblia BblABNEHA CrNeunannctamm
Opranmsaumm B 2018om rogy. B 20190om gaHHasa no3vumAa Hawia CBOe NOATBEPXKAEHUE Y
MuHucTepcTtBa  3apaBooxpaHeHuMs  Poccuitickon  depepaumn, Ikcnepta  BcemwupHoi
OpraHu3auumn 34paBoOOXpPaHEHUs, B pamkax paboyero cosewaHnsa CoseTa 0OLLECTBEHHbIX
OpraHu3auumno 3awmte npas nauMeHToB npu MuUHUCTEPCTBE 34pPaBOOXpPaHeHua PO,
Accoumaumm pesmatonoros Poccun. PesynbtaTom JaHHOW paboTbl ABUAOCH MNOABAEHME



NMMCbMEHHOTO yKa3aHua oT TO Poc3apaBHag3opa no MockeBe M MockoBckoi obnactu B agpec
MuHUCTepCcTBa 34paBoOXpaHeHMAa MOCKOBCKOW 06nactv (OTKyaa noctynano Haubonbliee
KO/n4yecTBO *Kanob) u [enapTameHTa 34paBooOXpaHeHMA r.MoCKBbl O HeobxoaumocTn B
KpaTyanlune CPOKM OpPraHM30BaTb IEKAPCTBEHHOE obecneyeHne pemaToIorMyYecKkmx naLmMeHToB
B YKA3aHHbIX cybbeKTax peaepaLmm BHe 3aBUCMMOCTM OT HAIMYMA MHBAIUAHOCTH.

1.12.BecHon 2019 ropga OpraHmsauua npu nNoAaLeprKKe MNapTHEpPOB npoBena
Obwepoccuiickyto  akumto  «MUNAMOH  WAroB», MPU3BaHHYD  MNpMBAEYb  BHUMAHWE
06LLEeCTBEHHOCTM K NauMeHTam ¢ 6onesHbio bextepeBa U MOTMBMPOBATb NHOLEN, HKUBYLLMX C
6one3Hblo bexTepesa, ABMraTbca 6onblue.

Mo pesynbTaTam aKUMM B TeYeHUEe NATU MecCALEB aKumMu 772 y4yaCTHUKA aKumu U3
BOCbMM PpeaepanbHbiXx oKpyros Poccum npowam B obuien cnoxHoctn 325 MUAZIMOHOB LLAroB,
mnn 216 TbicAY KM, 4TO cocTaBaseT 6o/blle YeTBEepTUM paccTtosHMA OT 3emnanm A0 JlyHbl.
Mobeantenem akumm ctana komaHaa us Cesepo-3anagHoro ¢pesepanbHOro okpyra. B kKauectse
npusa B aTom okpyre B 2020 rogy byaeT opraHusosaHa LLIKona ans naymeHTOB.

1.13.B 2019 rogy OpraHusaumsa npoaokuna paboTy No pasBuUTMIO NAOWAAOK ANS
06LLEeHMA NAUMEHTOB B cOUManbHbIX ceTax. Ha 41% ysennuunnaco ayguTtopua rpynnbl BKOHTaKTe
(He yuuTbiBasi pervoHasbHble M MpUBaTHbIE MNAOLWAAKK); Ha 61% yBenmuunacb ayamtTopus
KaHana opraHu3aumMm Ha Youtube, yBenuMuMnacb ayaAuTOPUM CTPAHWUL, OPraHM3auMKM Ha
Facebook, B OgHoknaccHuKax, B Instagram.

1.14. B 2019 roay OpraHusauma He MNPMHMMAnNA ydactue B 3acegaHuax Komwmccmum
MwuH3gpasa Poccum no dopmmnpoBaHMIO NepeyHen NbrOTHbIX NEKAPCTBEHHbIX NpenapaToB B
BUAY OTCYTCTBMA B NpeABapuTeNbHbIX CAWCKAX JIEKApCTB, MNpPUMEHAeMbIX npu 6onesHu
bextepesa.

2. OTYET nNO WUCNOJ/Ib3OBAHUIO UMYLLECTBA WU PACXOAOBAHUIO CPEACTB
B/IATOTBOPUTE/IbHOM OPTAHU3ALIUM:

OpraHu3aums He meeT Ha 6banaHce nmyulectsa. Ha Havano 2019 roga ocTaToK LLeNeBbIX
cpeacts 7 477 Tbic. pyb.

B otyeTtHOM nepuoge OpraHmMsaumna nonyynna B Buae noxkeptsosaHuit 4 701 Tbic.py6.
BK/toYan puHaHcupoBaHne PoHAa Npe3naeHTCKUX rpaHToB (2 966 Tbic.py6.), 1 218 Thic.pyb. B
BuAae MnpoOuUEHTOB OT AeMN03MTOB M OKasaHWA YCAYyr, M3PaAcXoA0BaM HA MNPOrPaMMHYIO
neatenbHocTb 8 485 Thic.pyb., N3pacxo40BaHO Ha coaeprkaHune opraHmsaummn 2 120 Tbic. pyb.
Ha koHew 2019 roga oOCTaToOK LUenesBblX CPeacTB W CPeAacTB OT NpeanpUHUMATENbCKON
AeATeNbHOCTU opraHu3aumm coctasnseT 1 574 toic.pyb.

3. BbICLULUM OPrAHOM YMNPABJ/IEHUA OPrAHU3ALUU, COIMNACHO YCTABY, ABNAETCA
KOH®EPEHUMUA AENEFTATOB PETMOHA/IbHbIX OTAENEHUNA.



MepcoHanbHbIM COCTaB BbICLLUEro OPraHa ynpas/ieHUs:
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Cutano Anekceit Bagnmosuy;
bocTtbiHey, anna CaapoBHa;
CaxabytanHoBa Pamuna 3alHyTAUMHOBHA;
BeTtposa Onbra BUKTOPOBHQ;
AkoBneBa MapuHa KOHCTaHTMHOBHaQ;
OcTposepxoBa NpnHa AnekcaHOpOBHa;
Bonobyes Bayecnas HOpbeBuy;
UnbuHa AHHa pUropbeBHa;
Mwuxainos Aptém Cepreesuy;
JenHeHKo Bayecnhas HuKkonaesuy;
NoTy, Cepreit BuKToposuy;
Cupoposa CeeTnaHa HWNOBHa;
KopyarnHa EneHa BacunbeBHa;
3alHaweBa 3apunma MadapoBHa;
3yes Ceprent AHaTONbEBKY;

Ayanapes Muxann Bnagnmmposuy;
JleoHuyeHKoBa Hatanba OpbeBHa;
benoycos MBaH Anekceesny;
NMonosa EneHa MuxaiinosHa;
Maracymosa Bepa BacunbeBHa;
Pacteraes Unba Cepreesuny;
MNeperynosa NpuHa MNaBnosHa;
3anues EBreHnit AHaToNbeBUY;
KoHOHeHKOo Bragnmunp bopucosuy;
KopoTkoB AHTOH AnleKCaHApOBUY;
NeTtyHoBWY Tamapa BragmmmpoBHa;
TkaueHKo AneKkcaHap CtedaHoBuy.

I'IpaBneHMe opraHusauuwm

1.

v AW

Cutano Anekcei Bagnmosuy
CaxabytanHosa Pamuna 3aliHyTAMHOBHaA
Cupoposa CeetnaHa HunosHa
bocTbiHey, Manna CaapoBHa

bop3unHa KOnma BUKTOpOBHaA

McnonHnUTeNbHbIN opraH

1. Mpe3naeHT opraHmsaumm, Npeacegatens MpasneHnaCutano Anekcer Bagumosuy

4. NEPEYEHb, COCTAB WU COAEPXAHUE BJ/IATOTBOPUTE/IbHbIX
NPOBELEHHbIX OPTAHU3ALMEN:

NPOrPAMM,

B otueTHOM roay Opl’aHM3aLl,Vlﬂ peann3oBbiBana cheayrowmenporpammsbl U NPOEKTLI:

1.

«LUKonbl gna naymeHToB ¢ 6one3Hblo bexTepeBa».



Cepwus nekumii Beaywmx pOCCUMCKUX PEBMATONOrOB 0 3aboneBaHnn, ero ocobeHHOCTAX,
MeToZ4aX MeAMKAMEHTO3HOTO JIeYEHUS W HEMEAMKAMEHTO3HbIX CnocoboB npoaneHun
PEMMUCCUU U COXPAHEHUS MOABUMKHOCTM B CYCTaBax B COMETAHWM C MPAKTUYECKMMM 3aHATUAMM
neyebHON OGU3KynbTypoi B permoHax PP. MNoaaeprkaHa PoHAOM Npe3MAEHTCKMX PaHTOB B
2019r.

LLE/1b: noBblleHMe Ka4yecTBa XU3HU NaLMEHTOB Yepes NoBbIWEHNE OCBEAOM/IEHHOCTU O
3aboneBaHnn, MeToZax CaMOAMATHOCTUKM, NPOOUNAKTUKKM, a Takke dopmmupoBaHuMA
NPUBEPKEHHOCTU 340P0BOMY 06pa3y KM3HM M 0Oy4YeHne A0CTYyNHOM GU3NYECKOM aKTUBHOCTH.

C 2014 r. OpraHu3auua nposena 6onee 35 3aHaTMi LLKonbl B 30 pernoHax Poccumn, mx
y4yaCTHUKamn ctaam  okono 2500 naumeHToB. B pesynbrate 3ameTHO Bblpocaa
OCBEAOM/IEHHOCTb MauMeHToB 06 0COb6eHHOCTAX 3aboseBaHMA M COBPEMEHHbIX MeTodax
le4yeHnna, BbIPOC YPOBEHb MPABWUABHONO KOHTPOJIA CBOEro COCTOAHMA. Peanusyetca npwm
Hay4yHOM, MEeTOAMYECKOM UM OpraHM3auMOHHOW NoAAepKKe PYKOBOACTBA W CMeuuasancros
®IrbHY HU UHcTuTyTa pesmatonorum um. B.A. HacoHoson n Obwepoccuiickon ObuectBeHHOM
opraHusaumnmn «Accoumaums pesmartonoros Poccum». Mo ntoram Kaxgoro 3aHsaTus LUKonbl B
pernoHax pacnpocTtpaHaeTca uHPopmauma o geAatenbHoctn ObwectBa M ero MNapTHEPOB,
aKTMBHblE MaLMEHTbl BKIOYAIOTCA B PaboTy B KayecTBe TPEHEpPOB-BOIOHTEPOB, CO34aHOTCA
oTaenerHns ObwecTtsa, 6rarogaps Yemy NaLMEHTbl BOBNEKAIOTCA B aKTUBHYIO AeATENbHOCTb MO
YNYULIEHMIO KAYECTBA KU3HM.

Ha 3aHaTuax LLUKonbl BegeTca BMAEO3aNMUCh JIEKUMI, KOTOPble pPasmeLlaloTca Ha cainTte
ObwectBa M NONyNApPHbIX MHTEepHeT-pecypcax B becnnatHom goctyne. dopmat LWKonbl —
COYeTaHWe TeopUU U MPAKTUKKU: CEMUHAP (BbICTYNIEHNA PEBMATOI0r0B, 3KCMepToB, ObLLeHME;
npakTMyeckune 3aHaTMA JIOK nog pyKkoBoACTBOM ONbITHOrO MOCKOBCKOrO METOAMUCTA).

2. Mporpamma «MobunbHoe npunoxxkeHme ASpine».

PaspaboTka M BHeapeHMe MOOWABHOrO MNPUIOXKEHMA, ObecneynmBaloWero KOHTAKT
nauMeHTOB M PEBMAaTO/IOr0OB, AatoLLEe BO3MOXKHOCTb AUCTaHLMOHHOIO MOHUTOPUHIA COCTOAHUA
nauueHTa B toboi Touke Poccuu (gna ycTpoiicTe Ha 6a3e Android 1 iOs)

LENb: obecneyeHre BO3MOXKHOCTM MNALMEHTAM MOCTOAHHOrO MOHWTOPWUHIA CBOEro
COCTOAHUA, AOCTYMHOCTU ANA MaNOMOBUIbHbBIX MALMEHTOB U KUTENEN OTAANEHHbIX PErMOHOB
P® nocToAaHHOro KOHTaKTa C peBMaTo/I0roM.

MobunbHoe npunoxeHne «ASpine» co34aHO, 4TOObl KaxKAbl  NauMeHT Mmor
CaMOCTOATE/IbHO KOHTPO/IMPOBATb COCTOAHWE CBOEro 340P0BbA U NMpU NepBoit HeobxoaMmocCTH
CBA3bIBATLCA C NeYaliMm BpPayomM AUCTAHUMOHHO. Mcnonb3oBaHME NPUNOXKEHMA MNO3BOAUT
CHATb YacTb KOJIOCCA/ZIbHOW HarpyskM €O CNeunasnctoB M YAyYlWMUTb KOHTPONb NeyYeHuA
6ONbHbIX CMOHAMNOAPTPUTAMWU. ITO OCODEHHO aKTyanbHO AnAa pernoHoB Poccuu, rpe
HeA0CTaTOYHO PEBMATO/IOTOB.

ASpine - 310 uUMdPOBON MNOMOLWIHMK ANA MAUMEHTOB, KOTOPbIM BKAKO4YaeT B ceba
HECKO/IbKO TEXHONOTUYECKUX PeLLeHNA:

® [punnoxeHune gnAa naunueHTa,



® nporpamma, KOTOPOW MNONb3yeTcA pPeBMaToNor ANA  MOHUTOPUMHIA  AKTUBHOCTU
3aboneBaHnA N GYHKLMOHANBHOIO COCTOAHWUA NALMEHTOB.

MauuneHTCcKas YacTb BKAKOYAET B ceba KOHTPO/Ib BbINONHEHUS peKOMeHAaUMn No nevyebHol
GM3KyNbType, NPUEMy JIEKAapCTBEHHbIX MPenapaTtoB W AaeT BO3MOXHOCTb HaXxoAUTbCA Ha
NOCTOAHHOM CBA3W C NeYallMM BPayoM.

3. «AKTMBHAs XU3Hb» - nonynapusauma nedyebHoii ¢U3KynbTYpbl M 340POBOrO

06pa3a KuUsHu cpeam naumeHToB ¢ 6one3Hblo bextepeBa»

LLIE/Ib: MNoBblweHMe KayecTBa XW3HWM MNauueHToB ¢ bonesHbio BextepeBa U apyrumu
XPOHUYECKMMWN peBMaTUYECKMMUK 3aboneBaHNAMM Yepes nosblieHne MHGOPMUPOBAHHOCTM U
peanusaumio NPpopUNaKTUYECKMX Nporpamm n metoguk JIPK, HanpaBneHHbIX Ha COXpaHeHue
300pOBbA  MauMeHToB, obyyeHue crnocobam COXpaHEeHWMA aAKTUMBHOTO o06pasa KWM3HM U
TPYA0CNoCcobHOCTH, 3ameaIeHUs NporpeccupoBaHmns 3abonesaHus.

MPOEeKT BKAOYAET Bble34Hble MacTep-KAacCbl, BKAKOYAIOWME TEOPUIO U MPAKTUYECKMNe
3aHATMA, ANA  TpeHepoB  UHTEC-KNY60B UM CMOPTUBHbLIX  LLEHTPOB, MEeAULMHCKUX
peabunutonoros n metoamctos J/I®K no cneumanbHomy Kypcy nevyebHOM GU3KYAbTYpbl ANA
naumeHToB ¢ bonesHblo bexTepesa n ApyruMn peBMaTUYECKMMU 3a60neBaHUAMM.

Mpn nopaep)kke NapTHEPOB W 3KcnepTHOM noaaepxke OIEHY HU  UHctutyTa
pesmatonorum mm. B.A. HacoHoBoi co3gaH BugeoKypc JI®K ana naumeHtoB ¢ 60ne3Hbio
bextepeBa u ApyrMmu peBmaTMyYecKMMKM 3aboneBaHMAMM, AOCTYMHbIM Ha OPULMANBHOM
KaHane Ha Youtube, caitte n B rpynnax OpraHusaumm B couceTax. Kypc pasgeneH HaHeCKObKO
YPOBHEN CNOXHOCTU B 3aBUCMMOCTM OT GM3MYECKON MOAFOTOBKM, COCTOAHMA MALMEHTOB M
aKTMBHOCTM 3aboneBaHuA. Kak noKasbiBaeT aHanu3, 65% NpPOCMOTPOB BMAEO HA KaHane
opraHusauumn B Youtube — 3710 npocmoTpbl Bugeokypca JIOK, n3 Hux 40% - npocmoTpbl
Kypca/l®K ana naumeHToB C HU3KOM aKTMBHOCTbIO 3ab60seBaHUA. DTO CBUAETENLCTBYET O TOM,
yTto OpraHM3aumm yaanocb AOHECTM A0 MALMEHTOB BaXHOCTb CUCTEMATUYECKMX 3aHATUI JIOK,
OaXKe Korga Huyero He 601MT— 3TO NpogneBaeT PEMUCCUIO U CHUXKAeT PUCK 0bocTpeHus
3aboneBaHuA.

B 2019 r. BbinyweHbl AMCKM W bBpowtopbl ¢ 06HOBAEHHOM MeToguKon JIPK,
af4anTUPOBAHHOMW ANA 3aHATUIA B TOM 4ucie B QUTHEC-LEHTPax W CNOPTUBHbIX Kaybax, Ha
TpeHaxepax. Matepuanbl OpraHusauma npegoctasnset 6€3so3mes3gHo yyacTHMKam LLkon ana
NaLMeHTOB M MacTep-KaccoB - MAUMEHTAM, Bpadyam, TpeHepam, peabuautonoram.

4. «PaHHAA AuarHocTMKa 3aboneBaHuA 4Yepe3 MCNOAb30BaHME MHEPOPMALMOHHBIX
TEXHO/IOTMN U KOHTEKCTHOM peKknambi».

UE/b: npepoTBpaweHne WHBANMAM3AUMM MONOAbLIX MALUMEHTOB 4Yepe3 CHUXKEeHUue
CPOKOB MOCTAaHOBKM AMarHo3a ¢ UCNob30BaHUEM KOHTEKCTHOM U MeANIMHON peKiambl.

Mporpamma peanusyetcs nNpuM  HayyHOM, METOAMYECKOM WU  OpraHM3aLMOHHOM
nogaeprke pykosoactsa U cneumanmuctos PrbHY HU WNHctutyTa peBmatonormm mm. B.A.
HacoHoBol, Ob6wepoccuitckont O6LLECTBEHHOW OpraHM3auumn «Accoumauma pPeBmMaTo/IoroB
Poccum», KaszaHckoro [locygapctBeHHoro MeauumHckoro YHuBepcuteTa UM KanHuueckom
peBmaTonormyeckomn 6onbHULbl No25 r.CaHkT-lMNeTepbypra.



Mporpamma npeacTaBnAeT cobor MeponpuUATMA MO MOUCKY 4Yepe3 KOHTEKCTHYH U
MeOUMHYI0O peknamy nogen ¢ 6onblo B cnMHE WM cycTaBax. Yepes3 peKknamy nosb3oBaTesib
WHTEpPHET nepexoauT Ha calT bbehtereva.ru, npoxoguT TecT Ha BOCMAa/IUTE/NbHbLIN XapaKTep
601 (MeXAyHapPOAHbIM TecT). B cnyyae NoNoKUTENBbHOTO pe3ybTaTa NaLMeHTa HanpasaAoT B
O4HO W3 MEAMUMHCKMX YYPeXKAEeHUM, y4yacTBylOWMX B MNpoeKkTe, gna obcnegosaHuAa U
KOHCYy/NbTauun pesmaTtonora. lMpu camocToATeNbHOM [006CNefOBaHUM M cAaye aHaNWU30B
npuem pns naumveHTa bOecnnateH (MHCTPYKUMA NPeAoCTaBAAETCA MNpPW  MONOXKUTENbHOM
pe3ynbrate Tecta). NMUNOTHLIN NPOEKT peanusyerca B Mockse, MockoBckoi 06nactu, CaHKT-
MeTtepbypre, JleHNHrpaackoit obnactn, Pecnybnnke TaTaHCTaH.

CoKpalieHne BpeMeHM MOCTAaHOBKM AMarHO3a MNOMOMKET nauueHTam ¢ 6onesHbio
BexTepeBa HauyaTb CBOEBPEMEHHOE JIeYeHME, COXPAaHUTb Ha bosnee [AUTENbHbIM CPOK
NMO/IHOLEHHYID TPYAOCNOCOOHYO »KM3Hb 6e3 wuHBannamsaumm. OAHOBPEMEHHO, PaHHAA
AMNarHOCTMKA — 3TO COKpalleHWe pacxo[oB Ha NevyeHue TaKUX MaLUeHTOB, YTO NOATBEPXKAEHO
nccnegosaHnem MHCTUTYTa SKOHOMUKM 3apaBooxpaHeHna HAY BLU3.

Ona  yaydweHua cuTyauum € BbIABAAEMOCTbIOAHKUAO3MPYIOWero  COHAWAUTA
HeobxoAMMO NPUCTANbHOE BHUMAHWE K ntoaam Bospacte Ao 40 net, ocobeHHO — ¢ 6bonamu B
CNWUHe W cycTaBax. B 3Ton ueneson ayautopum Hambonee BbICOKA [A0NA aAKTUBHbIX
nonb3oBaTenert cetm WHTepHeT. COrnacHO OTKPbITbIM AaHHbIM fAHAEKCA, NPOHUKHOBEHWE
MHTepHeTa Ha KoHeu, 2015 roga B Mockse coctasnaer 79% oT Bcero HaceneHusa, CaHKT-
Metepbypre - 78%, KasaHu - 72%. ITO O3Ha4yaeT, YTO B 3TUX PErvoHax MO/Jib30BaTENAMM
MHTEPHETa MOXHO CYMTaTb MPAKTUYECKU BCeX KuTenen mnaguwe 40 net, KOTopble COCTaBAAIOT
Lenesyto ayanTopuio NpoeKTa.

5. COAEPXAHUE nu PE3Y/IbTAT AEATENbHOCTU BNNATOTBOPUTE/IbHOM
OPFAHM3ALIMM 3A OTHETHbIN NEPUOL;:

Lenb peannsyembix nporpamm 1 NpoeKToB: [10BbIlEeHNE KaYecTBa }KU3HW NALMEHTOB C
b6onesHblo bextepeBa M APYrMMU XPOHMYECKMMWU peBMATUYECKMMM 3aboneBaHnamM yepes
pacnpocTpaHeHne WHbOPMAUMM U peanmsaumio NPoOUNAKTUYECKUX NPOTrpamm U MeToaMK
NIOK, HanpaBneHHbIX Ha COXpaHeHMe 340pO0BbA NAUMEHTOB, 0byyeHMe akTMBHOMYy 06pasy
KU3HU U YMEeHbLUeHWe NporpeccMpoBaHuna 3abonesaHums.

3aaaum, pewaemblie paMmKax peanmsauum:

—  pacnpocTpaHeHWe Yyepes Nyylinx peBMaTonoros Poccuinckon deaepaumm HayuHbIX 3HAHWUM
n nonynapHon nHoopmauymm o 6onesHn bextepeBa, OCNOXKHEHUAX, NCXOHaxX 3aboneBaHuA,
meTogax 60pbbbl ¢ Heayrom, cnocobax AOCTUXKEHMA pemuccumn, cnocobax NPodUNaKTUKK
obocTpeHunis;

— MOBblWeEHME KBaMOUKALUN PErvoHaNbHbIX CNeunannuctoB no snevyebHolr ¢Gu3KynbType
yepes MacTep-Kaaccbl WM npakTnyeckne 3aHaTMA JIOK anA naumeHtoB c 60ne3HbLO
bexTtepeBa coBmecTHO ¢ 3KcnepTamu®IbBHY HW WHcTuUTyT peBmaTonorum um. B.A.
HacoHoBolt;

— nonynapusauma nevyebHol GU3KYNbTYPbl KaK OCHOBHOIO HemeAMKaMeHTO3HOoro crnocoba
COXpaHeHunAa PpyHKLNI CyCcTaBOB;



—  MOBbILWEHME YPOBHA CaMOCTOATE/IbHOIO KOHTPOIA NauueHTa 3a akTUBHOCTbIO 3aboneBaHuA
C Ue/Nbld CBOEBPEMEHHOr0 MPUHATUA Mep B CAy4ae HebnaronpusaTHOro mNpPorHosa
3aboneBaHus;

— CHUXEHMEe CPOKOB AMarHOCTMPOBAHMA  aHKMIO3MpPYHOLWEro cnoHauauta (6onesHu
BexTepeBa) yepe3 MCMNONb30OBaHWE LUMPOKOrO CreKTpa Nporpamm U UHCTPYMEHTOB A/1A
CHUMKEHUA YPOBHSA MHBANMAM3ALNKN NAUMEHTOB ¢ 60s1e3Hblo bexTepeBsa;

— yyacTMe B I3KCMepTHbIX, COBeLWaTesIbHbIX M MHbIX KO/A/EerManbHbiX OpraHax CUCTeMbI
3paBooxpaHeHmna PP n perMoHoB, opraHoB UCMOJIHUTENbHOM M 3aKOHOAaTeIbHOW B/iacTel
P® n pernoHoB ana obecneyeHns NOCTOAHHOIO AManora ¢ NauMeHTCKUMMKU OpraHu3aunamm
N NPUHATUA PELLEHWNIN C YYETOM MHTEPECOB NALUEHTOB;

— obecneyeHne AOCTYMHOCTM M MNOBbIWEHME KayecTBa MeAULMHCKOM nomowm W
IeKapCTBEHHOro obecneyeHWs NaUMEHTOB Yepe3 B3aMMOAENCTBME C OpraHamu CUCTEMbI
3[paBOOXPAHEHMA, a TaKXe pPasBUTME U NPUMEHEHME MHHOBALMOHHbLIX MNpPOorpamm U
WHCTPYMEHTOB.

B pe3synbraTte peannsauum NPOEKTOB opraHU3aLum:

1. YBenunuunacb 0OCBeAOMANEHHOCTb HaceneHus PP o 6GonesHn bextepeBa n ee
CMMMTOMAX, YTO CNOCOBCTBYET COKPALLEHMIO BPEMEHWN AMATHOCTUKM 3a60NEBAHUA, CHUXKEHUIO
YPOBHA MHBAaNNAN3ALMMN NALUEHTOB U COKPALLLEHMIO BIOAMKETHDBIX PACXOA0B Ha SIe4eHue.

2. YBE/INYMNOCH KOIMYECTBO PEerMoHanbHbiX oTaeneHMnObuectsa B3aMMONOMOLLM NpuU
6onesHn bextepeBa, 4TO crnocobcTBYeT aKTMBM3aLUMKM MAUMEHTOB B Bonpocax obecnevyeHus
KauyecTBa KMW3HW, MEAMLMHCKOW MOMOLM W NEeKAPCTBEHHOro obecneyeHnsa, a TaKxkKe
OaNbHENWeMy MOBbIWEHUIO YPOBHA MHOOPMMPOBAHHOCTM MALMEHTOB M WX BOBJIEYEHUA B
npodunakTUYeckue n 3goposbecbeperaroLime NPporpammol.

3. Pacwwmpunocb NpuUmeHeHMe MeTOAMK chneumanbHoro Kypca JI®K, yto BavAeT Ha
NOBbILIEHWE KayecCTBa *KM3HU MALMEHTOB, CHUXKEHWE A0/M HeTPyAOoCnOoCOOHbIX MauMeHTOB,
cTpagatowmx 6onesHbto bextepesa, B Bo3pacTte 4o 40 ner.

6. CBEAEHMA O HAPYWUEHUAX, BbIABNAEHHbIX B PE3YJ/IbTATE T[1POBEPOK,
NPOBEAEHHbLIX HA/TOTOBbIMU OPTAHAMM, U MPUHATbLIX MEPAX NO UX YCTPAHEHMUIO:

HapyweHuii B pe3ynbTaTe NPOBEPOK HE BbISBNIEHO.

Mpe3naeHt MPOBOU «O6wecTso B3aumonomoiim rnpu 6os1e3um bexfepesa»

rd é’_ e
C C L Cutano A.B.
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