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OTYET
0 AeATenbHOCTU MeKpernoHanbHoM obuiecTBeHHOM 61aroTBOpUTENbHON OpraHM3aLmm
uHBanuzgos «O6wecTso B3aumonomoLuu npu 6onesnn Bextepesa» & 2022 roay.

MespernoHanbHaa obujectBeHHaa 6naroTBOpuTenbHAA OpraHM3auMa WHBANUAOB
«Obuiectso B3aumonomowm npu GonesHn Bextepesa» (manee — OpraHu3aums), ABASETCH
6naroTBOpUTENbHOIN OPraHM3aUMii U OCYLLLECTBAACT CBOIO AEATeNIbHOCTb B COOTBETCTBUM ¢ D3 «O
6naroTBOPUTENbHO AEATENBHOCTU M BNArOTBOPMTENbHbIX OPraHU3aLMaxy.

1. OTHET O AEATE/IbHOCTU:

1.1.B 2022 r. LLKoAbl ANA NaUMeHTOB NPOBOAUIUCL B PamKax npoekTta «lnaHuposaHue
cemby. [INCTAHUMOHHBIA UMK MEPONPUATMIA, HanNpaBAeHHbI Ha NOAAEPIKKY NNaHUPOBaHUA
CeMbl 0N NAUMEHTOB C XPOHUYECKUMM peBMaTUHEeCKMMM 3abosieBaHMAMM U BoOnesHbH
bexTepesa», KOTOPbIN NOy4MA NPU3HAHME FOCYAAPCTBA U rPaHT POHAA NPe3UAEHTCKUX FPaHTOB,
4TO NOATBEPXAAET ero CouManbHyl 3HAUYMMOCTb, B pamKkax npoekrta «llkona 3goposba ans
peBmaTtnyeckmx nauMeHToB KasaxcraHa» C UCnonb3oBaHWem rpaHTa MpesugeHta Poccuitckoi
desepaumn Ha passuTUe OOLIECTBEHHOW AMNAOMATUM U NOALEPKKM COOTEYECTBEHHUKOB,
npeaocTasneHHoro ®oHAOM nNpesMAEeHTCKMX TPaHTOB, a TaKKe B paMKax [paHTa Aans
HEKOMMepYecKux opraHusauuin «Hayka gobpa». OpraHusaumsa nposena 5 ouyHbix LUkon B
Poccuu: T'posHelin, Crasponons MpkyTtck, MockoBckas o6nactb u Hosocubupck. U 1 ounas LLikona
B KasaxctaHe — AcrtaHa. bosee 1800 nauMeHTOB C peBMaTUYECKUMU 3a60NEBaHUSMU U
MEeAUNUMHCKUX crneunanucToB M3 12 pernoHos Poccuu ctanu ydacTHMKamu umkna Lkon B
¢opmate BebuHapos O nNaHUpPOBaHWUKM cembM, 628 NALMEHTOB C pPEBMAaTUYECKUMM



3abonesaHMAMM U CNEUUANUCTOB NPUHANKU O4YHOe y4yacTue B LLIkonax us 5 pernoHos Poccun n 1
pervoHa KasaxcraHa, 16 380 nauueHTOB C peBmaTuyeckumu 3abonesaHuamu, YaeHos cemei u
MeAULMHCKMX cneuunanncTos us 63 pernoHos Poccun n 3 obnacteit KasaxcraHa npuHaam ydactme
B 12 AUCTAHUMOHHbIX NPOCBETUTENbCKUX BeBUHApax co crneuuanmucTamu.

1.2.0pranusauua BefAeT NPOCBETUTENbCKYIO PaboTy cpeau MauUMeHTOB U UX cemeit,
HanpaB/IeHHYI Ha MONyNApPM3aLUI0 340POBOrO, AKTUBHOTO 06pasa XKWU3HWU, MPOABUMKEHUE
3aHATUI JOCTYNHbLIM CMOPTOM ANA UHBANUAOB, @ TaKXKe BHeApeHUe NpodUNakTMUecKux mep ana
npeaoTspaLLeHna paHHel MHBANNAM3ALUKN NALUEHTOB:

e B Haubonee akTMBHbIX pernoHax — Mocksa, Mockosckasa obnacts, CaHKkT-lNeTepbypr —
OpraHu30BaHbl perynapHble 3aHATUA CKaHAMHABCKOMN X0AbOOM, KOTOpana peKoMeHL0BaHa
naumMeHTam c 6onesHbio bexTepesa;

e B Mockse, MockoBckoit obnactu, CtaBponosibCKom Kpae, pecnybnuke BalukopTocTaH,
YnbaHoscke W CaHkT-leTepbypre opraHus3oBaHbl perynapHbie 3aHATUA nedebHoi
dUBKYNbTYPOIA, CKaHAMHABCKOM XxoAb60I, a TakKe 3aHATUA B BacceitHe.

1.3.0praHu3auus NpoBOAUT TBOPYECKUE U KYNIbTYPHO-NPOCBETUTENIbCKME MEPONpPUATHUS,
cnocobcTeyloLLMe NOBbILLEHUIO 0CBEAOMIEHHOCTM B obuiecTBe 0 6onesHn bextepesa u apyrux
peBmMaTosiorMyeckux 3aboneBaHunax, a TakKe NoAAEPKKY NaLUUEHTOB:

e B pamkax rymaHutapHoil nomowu Ha 6ase sareps BPEMEHHOro pasmelLeHUs
«lManaktnka» B MykoBckom paiioHe Kanykckoit obnactu OpraHusauus oKasana
noaaepky 6exxeHuam u3 JIHP u [AHP, a Takke nHGOPMaLMOHHYIO, OPraHU3aLUOHHYIO U
KOHCYNbTALMOHHYIO NOAAEPIKKY BCeM obpaTuBluMmca BexeHuam C aHKMI03UPYIOWUM
CNOHAMAUTOM U APYTUMW PEBMATONOMMYECKMMK NATONOTMAMM;

e Ko BcemupHomy aHio 60pbbbl ¢ apTputom O6WECTBO npu noasepkke NapTHEPOB
MPOBENU COUMaNbHYIO akLMIO «[eNno He B NOCTEeNn».

1.4. OpraHu3auua NPOAO/KAET peanus3auuio NpoekTa NoO CO3[aHMI0 MOBUIbHOTO
npunoxeHua ASpine, KoTopoe MoOMOraeT MauMeHTam KOHTPONWpPOBaTb CBOE COCTOAHME,
obecrneumMBaeT AMUCTAHUMOHHYIO CBA3b MeXAy MauuMeHTOM U peBmaTosiorom (nNpuHUMN
TenemeguumnHbl), a TakKe ONTUMU3UMPOBaTL MapLLIPYTU3aLUIo naumeHToB. MNpunoxeHme ASpine
paboTaer Ha ABYX OonepauMoHHbIX cuctemax — Android u i0OS. OHO cuHXpOHM3yeTca ¢ Hasoi
OaHHbIX Bpaya B TOT MOMEHT, KOraa ecTb MogknioyveHue K UHTepHeTy. Pabortaet caiT, rae
npeacrasneHa 6onee nogpobHas uHpopmauma https://aspineapp.ru . MpunoxkeHne ckayaHo
6onee 15230 pa3. Hosbix ycTaHOBOK npusioxeHua ASpine 3a 2022 rop - 5400. Crpykrypa
YCTAaHOBOK MO CTpaHam MO BCeM MapKeTnaeicam mMobunbHbIX npunoxeHuit: Poccus 72%,
YKkpauHa 7%, KasaxctaH u apyrue ctpaHbl CHI — 6%  bnarogapsa paborte Hap co3gaHuem u
NOATrOTOBKOM K 3amnycky npunoxeHua ASpine, OpraHusaums 3Ha4YUTENbHO paclivpuia pamku
B3aUMOAENCTBUSA c IT-komnaHuen, Hay4YHO-UCCNen0BaTe/IbCKMMN opraHusauuamm,
perMoHanbHbIMU PEBMATONIOraMK, KOTOpPble y4yacTBOBanAM B CO34aHMM nporpammbl. OnbIT
CO34aHuA NPUIOXKEHUA BbI3BaN MHTepecC Yy cosaarteneit MHGopmMaLMoHHbIX cuctem. MposeaeHa
cepus BCTPeY B pPErnoHax, BbipasMBLUMX 3aMHTEPECcOBAHHOCTb BO BHeapeHuu ASpine B
rocy4apCTBEHHbIX M YacTHbIX NevebHbix yuypexaeHuax. B 2022 rogy PTBHY «HUWUP um.



B.A.HacoHoBOI"» npu nomowm rocyaapcTBeHHOro drHaHcHMpoBaHua opraHusosan paboty Hapg,
CO3AaHWeM MONHOUEHHOro mnopTana Ans Bpayeil, KoTopblit Gyaer paboTaTb B CBA3Ke C
npunoxeHnem ASpine M MNO3BOAUT PACWMPUTL GYHKLMOHAN CUCTEMBI. JaHHaa paboTa
od1LManbHO NPOBOANTCA MO rOCYAAPCTBEHHOMY 33aAaHMIO 1 npussaHa NpUBAUIUTL TOT MOMEHT,
Koraa npocreiiume npouesypbl MO OLEHKU TEKYLLEro COCTOAHMUA 300p0BbA NauueHToB ByayT
NpOBOAMTLCA Bpayamu oduumanbHo yepes cuctemy OMC u 6e3 OYHOro BU3UTA K Bpavy. 310
0cob0 aKTyanbHO B Mepuos, naHAemum KOPOHABUPYCHOM MHOEKLUUM, a TaKKe B PermoHax c
BONbWMMYU PACCTOAHMAMU U HEBONBIUMM KONUYECTBOM pPeBMaToNoros.

1.5.0pranusauus npogonskaeT paboTy Hag NPOEKTOM MO paHHel AnarHoCTUKe 601e3HM
bexTepesa Yepes UCMONb30BaHNE KOHTEKCTHOI peKnambl Kak MHCTPYMeEHTa. MpoekT noctpoeH
Ha NpuB/ieyeHne BHUMAHUA LieNeBOM ayauTopumn — nogeit ¢ 60nbl0 B CMMHE U cycTaBax K
TECTUPOBAHUIO Ha BO3MOXHOe Hanuume GonesHu bextepesa (MeayHapogHble TecTbl Ha
MPEAPACNONIOXKEHHOCTb K CNoHAMN0apTpuTam). Mo pesynbTaTam TECTUPOBaHMA NPeAyCMOTPEHO
Hanpas/iieHWe y4acTHWKa NPorpammbl Ha KOHCYNbTaLMIO K peBMaTonory ana obcneosaHusa u
OKOHYaTeNbHOM NOCTaHOBKU AMarHo3a.

TapreTHan KOHTEKCTHaA peknama No3BOJ/IUT 3a CYET MacCOBOrO TECTUPOBAHUA NaLMEHTOB
C AMarHo3amu OCTEOXOHAPO3 M ApYyrumu Haubosee pacnpocTpaHEHHbIMU OWUBOYHBIMU
AMArHO3amu  MOBLICUTL  JON0  /IIOAEN, CBOEBPEMEHHO MONYYaloWUX  KOHCYAbTaLuu
pesmatonoros.  COOTBETCTBEHHO, 3TO  MOMOMET  COKPaTUTb  CPOKU  AWNArHOCTUKMU
aHkunosupyiouiero cnoHaunuta (bonesHb bextepesa), Apyrux CNOHAMNOAPTPUTOB M CHU3UTb
WHBaNMAU3ALMIO MONOABIX TPYA0CMOCOBHbIX NaLUEeHTOB.

Ha koHew, 2022 roga opraHusauua npusnekna K TECTUPOBAHUAM Ha npegmeT Hannuuma
BOCManuTenbHoi 6oan B cnuHe u cyctasax: 207278 NoTeHLUMaNbHbIX NauneHTos, U3 KOTOPbIX
142119 3zaBepwunu  TecTUpoBaHue. Pesynbtathl 5443 pecnoHaeHTOB  OKa3ajiuCb
NONOXUTENIbHBIMM.

Takrke B KOHUe 2022 roga faHHbIN NPOEKT NoaaepyKaH AaBHUM napTHepoM opraHu3saummu
KomnaHuen HosapTuc — ycunuamu naptHepos 6bin co3paH cair bolivspine.ru ¢ aHanornyHbIm
anroputMom pabotbl. Ha Kowey 2022 roga Ha AaHHOM pecypce opraHusauma BmecTe ¢
NnapTHepamun NPUBNEKIN K TECTUPOBAHMAM Ha NpeamMeT HaAu4YMa BOCNaauTeIbHOM BOMU B CUHE
n cyctasax: 7085 noTeHuManbHbIX MAaLMEHTOB, U3 KOTOpbIX 2544 3aBepLlInan TecTupoBaHue.
PesynbtaTbl 954 pecnoHAEHTOB OKa3aNCh NOMOMKUTENbHbIMMU.

1.6. OpraHusauusa passBMBaeT CBOIO AEATENIBHOCTb MO CO3LAHUIO MOCTOAHHOTO
KOHCTPYKTUBHOTO AManora Mexay NaunmeHTCKUM coobLiecTBOM M opraHamu 3/paBoOXpaHeHus
Ans obecneyeHns NPUHATUA ONTUMA/IbHBIX PeLIeHUI B MHTepecax NaLMeHTos.

OpraHusauua npogonkuna paboTy B coBeTax Mo 3alyuTe Npas NaUMEHTOB MPU OpraHax
3papaBooxpaHenna B Kanywckoit o6nactu, Pecnybnuke Yysawwms, CaHkT-leTepbypre,
YnbsAHOBCKe.



MaupeHTol #3  MpKyTcKOM 06nacTM nNpPoAO/MKAOT BECTM aKTUBHYIO paboTy B
ObuiectBeHHOM coBeTe Npu TeppuTopuanbHom Blopo MeanKo-coumanbHOM 3KCNepTn3bl,
BO3INaBAAIOT pabouylo rpynny nauueHTckoro coobuiectBa npu Komuccum no passButuio
rpaxkgaHckoro obuiectsa ObuiecTBeHHOM NanaTbl MpKyTcKoii 061acTu, BOLWM B OBLLECTBEHHbI
COBeT Mo 3awuTe npas nauueHToB npu MwuHsgpase WpKyTckoit obnactu. Mpogonkunacs
cuctemHas pabota no npusegeHunio TepputopuanbHoil nporpammel FoCyAapCTBEHHbIX rapaHTuit
UpkyTckoi obnactu B cooTBeTcTBUM € Hopmamu $3-323 cOBMECTHO ¢ YNOAHOMOYEHHbIM Mo
npaBam 4enoseka B pernoHe. B pamkax 3Toit paboTbl nposegeHo 3 KpyrabiX cTOAa.
MpeacrasuTenn OTAENEHMA MPUHUMAIOT aKTUBHOE Yy4yacTMe, B TOM YWUCAE B KadecTse
HacTaBHUKOB, B 6-TM npoekTax Bcepoccuitickoro cotosa mauMeHToB npu noaaep>kke doHpa
NPe3nAEeHTCKUX MPaHTOB. YneHbl MPKYTCKOrO OTAeneHus B3ammoaeincTBoBasu C ydaCTHUKaMU
npoekTa (rnasHble Bpauu JETCKUX U B3POC/bIX MOAUKAMHUK) NO OKa3aHWUI0 MeTOA0M0rMYecKoil
noaaepXke npu noctpoeHuu HOBOW MoAenn MegMUMHCKON OpraHuMsauum B pamKax
HauyuoHanbHoro npoekta «3ppaBooxpaHeHua». C 2020 r. NnpMHUMAIOT yyacTMe B KayecTse
TpeHepos B TpeHUHrosom 610Ke KoHrpecca naumneHtos BCI.

MauneHTsl 13 Mockebl  MockoBcKol1 061aCTV BCTYNUAU B aHaNOrMUYHbIE COBETHI B CBOUX
cybbekTax Pesepauum.

Hosocnbupckoe otaenenve opraHusaumm pabortaeT B LITAaTHOM peXxmume, COXpaHAA
AaKTUBHOCTb Ha NpeXHem ypoBHe, BeaeT paboTy ¢ nauuMeHTamu v peBmaTonoramu permoHa. B
2022 r. B pamkax Xl Hay4yHOA-npakTUYECKO KOHbEPEHLUM U DKCNePTHOro 3aceAaHna rNaBHbIX
pesmatonoros CPO nposenu ceccuio A1a NaLUEHTOB.

CaHkrt-lMetepbyprckoe ropoackoe otaeneHue paboTaeT B TECHOM COTPYAHMYECTBE C
[NnaBHbIM PEBMATO/IOTOM:

- npoeeno BEGMHapr A4 NaULMeHTOB NO CaMbiM aKTyaJ/ibHbIM TeéMam

- OCyWEeCcTBNACT UHPOPMALMOHHYIO NOAAEPIKKY C UCMONb30BaHMEM COLMabHbIX ceTeit B
obnactu npas NaUMEHTOB Ha MEAMUMHCKYIO MOMOLLL UM NeKapcTBeHHoe obecneyeHue,
COBPEMEHHbIX METOA0B IeYeHUs U peabunuTaumm, HoBbIX 1IEKapCTB.

- OTAeNEeHWe nponaraHAMpyeT ABUraTeIbHY aKTMBHOCTb M 340pPOBbIN 06pas MU3HU :
NPOBOAUT PeryiApHblie 3aHATUA MO CKaHAMHABCKOMN Xoab6e;

- oTAeneHue npeacrtasaeHo M Bedét paboty B oblecTBeHHbIX coBeTax npu Komuterte
3gpasooxpaHeHua  CaHkT-letepbypra M B  noneunTtenbckom coseTe  KaumHuueckoi
pesmartosormyeckoin bonbHuLbl No25.

[uvpekTtop OpraHusaummn npogomkuna pabory 8 coctaBe Ob6LLecTBEHHOro coBeTa Mo
NpOBeAEeHUI0 HEe3aBMCUMMOWN OLEHKM KayecTBa YC/NOBUII OKasaHWAs YCAYr MeAULUHCKUMMU
opraHusaumamu npu MuHUCTepcTBe 3apasooxpaHeHua Poccuiickon Pepepauuu, B cocTtaBe
O6LecTBEHHOroO COBETa MO NPOBEAEHWUI0 HE3aBUCUMOM OLEHKM KauyecTsa YC/I0BMI OKasaHUA
YCNYr OpraHn3aumamm coumnanbHoro obenyKusaHua u deaepanbHbIMU yUpeXKAeHUAMU MeaUKO-
COUManbHOM 3KcnepTusbl Npu MUHUCTEPCTBE TpyAa M COUManbHOM 3awmTel Poccuitckoit
®epepaummn u B coctase ObuwectseHHOM Komuccun npu OKY "I MC3 no r. Mockse" MuHTpyaa
Poccuu.



PAD perMoHanbHbIX OTAGNEHMI OPraHM3aLMM OTMETUAM CMEHY FIaBHbIX BHELITATHbIX
CNELNANUCTOB perroHabHbIX OPraHOB 34PaBOOXPAHEHUA, YTO MPUBENO K CHUNKEHUIO YPOBHS
KOMMYHMKaLMIA C HUMW U aKTUBHOCTU paboTbl. OpraHMU3auma OTHOCUTCA C NOHUMAaHUEM K paborte
AAHHBIX CMEUWannUCToB, Tak Kak MHOTUE M3 HUX 3aJeiCTBOBaHbl B paboTe aHTUKOBUAHbIX
OTAENeHUI (lWTamMm KOpOHaBMpyca Aenbra Obll OYeHb arpeccusHbIM). Bmecte ¢ Tem yneHbl
OpraHusauuun BbIPAXKaloT HaZeX/Ay Ha CKOPOEe CHUKEHWE aKTUBHOCTU BUpYCa U yBeUYeHue
BO3MOXHOCTEM  [N1aBHBIX CMeUManuCToB MO  COBMECTHOMY MPOBEAEHMIO aKTUBHOCTEMN,
HanpaB/IeHHbIX Ha YyYLLIEHUE KaueCTBa *M3HU NALMEHTOB C peBMaTUYEeCKMMU 3a601eBaHUAMMU.

1.7. OpraHusaups npuHANa y4acTMe OYHO M OH-NaliH B HECKOMbKUX KPYMHbIX
MepOonpuATUAX, ~ OPraHM30BaHHbIX  MAPTHEPCKMMM  OBLLECTBEHHBIMM UM BpayeBHbIMMU
OpraHusaumamu:

e B XIlI Bcepoccuiickom KoHrpecce mnauueHToB  «BekTtop pa3BUTUA: nNauMeHT-
OPUEHTUPOBAHHOE 34PaBOOXPaAHEHUE;

e 8 Xl HayyHo-npaktnueckoit KoHdepeHumn «ObuieTepaneBTMYECKME  aCheKTbl
pesmatonorun» Cubupckoro dpesepanbHoOro okpyra;

e B Xl Cve3ge Tepanestos CBepanosckoit obnacTu;

® BO BcepoccuiicKOM KOHrpecce C MeX/AyHapoAHbIM ydyacTuem «[JHM PeBMartonoruu s
CaHkr-lNeTepbypre — 2022»;

® 80 Il KoHrpecce ¢ mexxayHapoaHbIM yyacTvem «MOCKOBCKas peBMaToNorus »;

® B Xlll ®ectuBane coumanbHbIX MHTEPHET-pecypcoB «Mup paBHbIX BO3MOXXHOCTEIN», Ha
KOTOpOM BTOpOW roa, noapas oaepxana nobegy. B 2022 roay caitt OpraHusaumu —
bbehtereva.ru ogepxan nobeay B HOMMHaUMM «Bmecte Mbl CMOMKEM 6onbe», B
KOTOPOI OLEHWUBANUCh MHTEPHET-pecypcbl Becepoccuiickoro obliectBa MHBANWMAOB U
obuiecTBeHHbIX OpraHM3auuii UHBaNUA0B.

1.8.0pranusauma npogomxkuna yyactve B pabote IKcnepTHOM rpynnel  no
cnoHaunoaptputam  (3kCnA), cos3gaHHOM npu  Accoumaumm  pesBmaTonoroB  Poccum.
Mpogomxunace pabota Hag COBMECTHbIMM C IKCNA NPOEKTaMM U aHaNU3 HOBbIX KPUTEpUEB
WHBaNMAHOCTU npu bGonesHu Bextepesa M Apyrux peBmaTUHECKUX 3a60sieBaHMAX, KoTopble
npu3BaHbl cbanaHcMposaTb CUCTEMY MEAMKO-COLMaNnbHOI IKCNepTUsbl U caenaTth AoctynHee
Mepbl roCy1apCTBEHHOM COLMANnbHOM NOAAEPIKKM ANA NALUEHTOB.

1.9.0pranusauma npogjomkuna akTMBHyl paboTy B pamKax MeXayHapogHoM
OpraHusaumn NauMeHToB C aHKWIO03UPYIOLWKUM cnoHguautom (6onesHb bextepesa) u uHyto
MeXAyHapoaHyto pabory.

Opranusaumsa npuHana ysactue B pabote MexayHapoaHoi deaepaumuu nNaumeHTos ¢
6onesnbio bextepesa (Axial Spondyloarthritis International Federation - ASIF) u rnobanbHom
dopyme no npobneme 3aLepiKKM AMArHOCTUKMU aAKCMAsIbHOTO cnoHgunoaptputa. B 2022 .
Opranusaums, kak uneH Axial Spondyloarthritis International Federation (ASIF) noggepana u
peanu3osana npoekt «foBopu, 4Tobbl bbITh yebiwaHHbIM» (Talk to be heard). A Takxe 6biin
OCBeLLeHbl, aanTMPOBaHbl HAa PYCCKUIA A3bIK M pa3MeLL,eHbl aKTUBHOCTM B pamKax BceMupHoro



AHA AKcuanbHoro/aHkunosupyrowero cnoHgunuta (World AS Day). Kaxapbiii rog 6onee 4000
TEe3UCOB NPeacTaBNATCA Ha paccMoTpeHue 1 Ny6MKylTCA B COOPHUKE TE€3MCOB U/UAN NNYHO
NPeACTaBAAIOTCA HA HAYYHbIX MK NOCTEPHBIX ceccuax EBponeickoro KoHrpecca pesmarosioros
EULAR. B 2022 rogy 6biau npuHatel Teaucbl (OP0040-PARE THE WEBINAR SERIES FOR THE
PATIENTS “PREGNANCY AFTER DIAGNOSING ANKYLOSIS SPONDYLITIS” O. Krichevskaya, T.
Dubinina, N. Klimenchenko, N. Shatalova) ot akcnepTos n OpraHu3auum B pamkax TEMaTUKU
NAaHUPOBaHUA BEPEeMEeHHOCTU C aHKUIO3UPYLWMM cnoHauantTom Ha EULAR 2022.

1.10.B 2022 rogy OpraHusauma npoaosxuna paboTty opuauyeckon cnyxbbl, Kotopas
3aHMMaeTcA aHanu3om »anob nauMeHToB M NOArOTOBKOW obpalieHMit no Bonpocam
OOCTYMHOCTU /IeKapCTBEHHOro obecneyeHua NaLMEHTOB C peBmMaTUYeCcKMMK 3abosieBaHUAMM.
PaccmotpeHo 6onee 80 odpuumanbHbix obpalyeHnii ot nauneHTos. O6LLECTBO B3aMMONOMOLLM
npu 6onesHu bextepeBa, a TakKe npeacepaTtenn peruoHasbHbIX OTAENEHUI U SKCMepTbl Benu
aKTUBHYIO MHPOPMALMOHHO-PA3BACHUTENIbHYIO PaboTy M NPaBOBYHO NOAAEPIKKY NaLUEHTOB C
06BbACHEHUAMM NONOXKEHWUI HOBOTO M AENCTBYIOLWLEro 3aKoHoAaTenbctea PO, peryanpyiowero
BOMNPOCHI NpeaoCTaBAEHUA MEAMUMHCKOW MOMOLLK, NIeKapCTBEHHOro obecneyeHuns, a TaKke
YCTaHOB/IEHMA WMHBAIMAHOCTM U Npas WHBANWAOB, OKa3blBa/u COAENCTBUE B MOATOTOBKE
obpalleHuit No BONPOCam 3alUTbl 3aKOHHbIX NPaB W MHTEPecos B OduUManbHble OpraHbl K
cypebHble uHCTaHUMKU. Kpome Toro, OBLLECTBO OT CBOEro MMEHW FOTOBMAO U HanpaBAano B
opraHbl rocyAapCTBEHHOM BNAacTU M OpraHbl MECTHOro camoynpasneHusa obpauieHus wu
3aABNEHUA [ON1A pPelleHUA aKTyaNbHblX npobnem nNauMeHTOB, TaKUX KaK JieKapCTBeHHoe
obecneuenne, meauUMHCKaa NOMOLb, MeAUKO-COUManbHasa aKcneptTusa. baarononyyatenamm
MHPOPMALMOHHO-Pa3bACHUTENbHOW pPaboTbl M NpaBoBOW MNoaAep>KKM ctanm 6onee 3200
Yyenosek.

FNaBHbIM AOCTUMKEHUEM AAHHOI PaboTbl ABUNOCL NONYy4YeHMe oT 3amecTutena MuHucTpa
3apaBooxpaHeHna Poccuiickon Pepepauum  oPuuUManbHOrO  NOATBEPXKAEHUS MO3ULUU
OpraHu3aumm O BO3MOXKHOCTM NbroTHOro obecnedyeHus nauneHToB ¢ 6onesHbio bexrepesa,
pPeBMaTOMAHbIM AaPTPUTOM, CMCTEMHOM KpPacHOM BOMMAHKOW M peBMaTUHYECKOW /MXOpadKoi
reHHO-UHXEHEPHbIMU  MMMYHOCYNPeCcCUBHbIMM npenapatamu 6e3 npuBA3KM K CTaTycy
«uHBanuA». [laHHaa BO3MOXKHOCTb Bbina BbiABneHa cneumanucramu Opranmsauum 8 2018om
rogy. B 2019-om paHHaa no3uMumA Hawna cBoe nogTsepaeHuve y MuHucTepcTBa
3apasooxpaHeHua  Poccuitckoit  depepauun,  Ikcnepta  BcemupHOM  opraHusauuu
34paBoOOXpaHeHua, B pamkax pabouyero coselwlaHuna CoBeTa OOLLECTBEHHbIX OpraHu3auuMii no
3awmTe npas nauueHTos npu MuHucTepcTBe 3apasooxpaHeHusa PO, Accoumaumm peBmaTonoros
Poccun. Pesynbratom pAaHHOU paboTbl ABMAIOCL NOABAEHME MUCbMEHHOrO yKasauusa ot TO
PocsgpasHagsopa no Mockse u MockosBckon obnactm B8 agpec MuHucTepcTsa
3apasooxpaHeHnsa MockoscKol obnactu (0TKyga nocTynano Haubonbluee KOANYECTBO Kanob) 1
[enaptameHTa 3gpasooxpaHeHua T. MOCKBbI O He0obX0AMMOCTM B KpaTyalluue CPOKKU
OopraHu3oBaTb IeKapcTBeHHOe obecneyeHme peBmMaTUYECKUX NALMEHTOB B YKa3aHHbIX CybbeKTax
benepaumum BHe 3aBUCUMOCTU OT HAIMYUA UHBANULHOCTHU.

1.11. B pekabpe 2022 ropga OpraHusauua npu noafepskke napTtHepos nposena V
Obuwepoccuiicknii Gopym ¢ MexAyHapoAHbIM y4acTMem MauueHToB c bonesHbio bexTepesa u



APYIUX peBmaTU4ecknx nauneHToB B dopmate BeGMHaApa, NPU3BAHHOTO MPUBAEYL BHUMaHUE
0BLEeCTBEHHOCTH K NalueHTam ¢ 6onesHbio BexTepesa u Apyrux pesmatuyeckmx 3abonesaHuin
W MOTUBMPOBaTb NiOAEH, MMBYLWMX ¢ GonesHbio Bextepesa W Apyrumu pesmaTMuecKumu
naToNorMamu, ABuraTbcs bonblue.

ExerogHaa HayyHO-MHPOPMaLMOHHAsA, o0byyaloWas M  AUCKYCCMOHHas naowaaKa
dopyma npuBnekaeT BHUMAHUE LWIMPOKOTO  Kpyra NauMeHTOB C peBMaTUYECKUMMU
3aboneBaHNAMM, MOCKO/bKY 34eChb TPaAMULUOHHO Pa3roBop naeT o Hanbosee BakHbIX Temax. B
3TOM roZly B 06CyAeHNN KNI04YeBbIX BOMPOCOB NaLMEHTCKOrO coobliecTBa ¢ npeacTaBUTENAMM
OpraHoB rOCYAapPCTBEHHOM BNIACTW, MEAULMHbI U HAyKW NpUHAAW yyactue Gonee 1,5 Tobic.
4enosek. LieHTpasnbHoii Temoit V dpopyma crana meamko-coumanbHas 3KcnepTM3a B Poccun u 8
KasaxctaHe, Takxe B pamkax ®opyma 6biiu noggegeHbl utoru Llkon 300p0OBbA  ONA
pesmaTtuyeckux nauueHTos KasaxcraHa.

1.12.B 2022 ropy OpraHusauus npogosKuna paboTy no pasBUTUIO NAOLWAAOK ANS
00LLeHMA NALMEHTOB B COLMANbHBIX CETSX.

Ha 12,6% ysenuuunach ayautopuma rpynnel BKoHTakTe (He YYUTbIBAA peruoHanbHble U
NpnBaTHbIE NIOWAAKM, YUCNO NOANMCHNKOB B TAKMX rPyNnax MOXeT BapbuposaTbea oT 5 900 4o
85 venosek). 15,2 TbIC. NOCTOAHHBIX NOAMUCYUKOB (+210 noanucumkos exxemecayro), 10 Teicay
YHUKaNbHbIX noceTUTeNel B Mecaul, 250 Tbic. NPOCMOTPOB 3a NoAroaa; 63 ThiC. NoMb30oBaTeNel
— CPeAHUI exemecauHblt oxsaT nybavkaumit 3a nocnegHue 12 mecaues; 94% aygutopum
crapuwe 24 net, 92% ayantopum u3 Poccuitckoit ®epepaumm. Ona ysennyeHusa oxsara crparerus
pacnpoctpaHeHua uHopmauum o peatenbHocTM Obuiectsa npegnonaraeT nybavkaumum
MAAaTHBLIX NOCTOB B KPYMHbIX PEerMoHanbHbIX NabnaMkax u coobuiectBax CoOUManbHOM ceTu
BKOHTaKTe.

Kanan YouTube. Uenesasa ayautopua — naumeHtsl ¢ AC U ux 6aAu3Kue - Ha 21.5%
yBe/NMYnUNach ayauTopua KaHana, 16,9 TbiCA4 NOCTOAHHLIX NOANMCYMKOB (+360 NOANUCYMKOB
exemecayHo), 38,4 TbiCAY YHMKaNbHbIX NONb30BaTeNel 3a 3 mecaua; 554 TbiC. NPOCMOTPOB 3a
nocneaxve 12 mecaues, 6,4 MAH MUHYT NPOCMOTPOB BMUAeO; 95% ayauTtopuu ctapue 25 ner,
bonee 83% ayautopuu c Tepputopum CHI (65% u3 Poccuiickoit depepauun, Yepauda 10%,
KasaxcraH 4%, octanbHble cTpaHbl CHI 4%).

B 2022 rogy OpraHusauua He Bena CTpaHULbl B COLMANbHbIX CeTaAx, MPU3HaHHbIX
3anpeleHHbIMuU B Poccuum,

CrpaHuua OAHOKNACCHWMKM, WCNONb3yemass B OCHOBHOM CTaplUMM MOKOMEHWEM
ayAUTOPUN HacumTbiBano 1,46 TbicAY MOCTOAHHbIX NoANMUCYMKOB (85% ayauTopum crapuie 55
nert), kaHan B Telegram 1,85 TbIC NOCTOAHHbIX NOAMUCYMKOB.

1.13. B 2022 rogy cpeayn HOBbIX MPOEKTOB NpU NOAAEPHKKE NapTHEPOB 3anyLueH NPoeKT
«RoHcynbTauumn no sonpocam MC3», «OTKpbiTas nnHUA» B HoBocubMpcKe u CeepanoBckoi
obnactu. BeinyieHo 3 HOBbIX MHPOPMaLMOHHbIX MaTepuana no Habopy coumanbHbIX YCAYr, 4TO
AenaTb nocsie NOCTaHOBKM peBMaTUYeCKuUx 3aboneBaHWin M 4TO Aenatb MOCAe MOCTAHOBKM
dHKWUI03UPpYOLWEero cnoHaAuIMTa c NPakTUHeCKUMU cOoBeTaMM, KaK noaroToBUTLCA K npuemy
Bpaya 1 0 Yyem CNpoCcUTb CBOEro peBmaTonora.



2. OTHET NO WUCNOJIb3OBAHUIO MMYLLUECTBA U PACXOAOBAHUIO CPEACTB
B/IATOTBOPUTE/IbHOW OPTAHU3ALIUN:

OpraHusaums He umeeT Ha banaHce umyLecTsa. Ha Hayano 2022 rosa 0CTaToK LiesieBbiX
cpeacts 1 304 Tbic. pyb.

B otueTHom nepuoge OpraHmsaumsa nonyyuna B BUAE NOXKepTBOBaHUMN 8 247 Thic. pyb.
BK/IOYan ¢puHaHcuposaHme GoHAa Npe3naeHTCKUX rpaHTos (2 394 Toic. py6.), 1 638 Thic. pyb. B
BuAe MpoOLLEHTOB OT AEeno3WTOB W OKasaHuA YCAYr, U3pacxofoBajM Ha NPOrpaMmmHyio
AeATeNbHOCTb 8 247 ThiC. pyb., M3pacxo0BaHO Ha cogepkaHue opraHnsaumm 1 649 Toic. py6. Ha
KoHel, 2021 roAa oCcTaToOK LeneBblX CPeACTB U CPEACTB OT NPpeAnpPUHUMATENbCKON AeATeNbHOCTU
opraHusauumn coctasnaet 1 727 toic. pyb.

3. BbICLULMM OPrAHOM YMPABJIEHUA OPrAHU3ALIMU, COI/ZIACHO YCTABY, SIBNIAAETCA
KOH®EPEHLUUA AENEFATOB PETMOHANbHbBIX OTAENEHUNA.

MepcoHanbHbIN COCTAB BbICLIEro OpraHa ynpasaeHus:
Cutano Anekceil BagumoBuy;

Kem 2nna MuxainnosHa;

CaxabytauHosa Pamunsa 3aiHyTAMHOBHa;

BeTtposa Onbra BUKTOpOBHa;

banawosa MapuHa KOHCTaHTUHOBHA;

OctpoeepxoBa UpuHa AnekcaHapoBHa;

Bonobyes Bauecnas Opbesuy;

MnbuHa AHHa MpuropbesHa;
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Mwuxainnoe Aptém Cepreesuy;
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. oty Cepreit Buktoposuy;
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. Koponesa tOnus BnagMmmpoBHa;
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. Kopuaruna EneHa BacunbesHa;
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. 3aiiHawesa 3apuma MadaposHa;

=
u

. 3yes Cepreit AHaTONbEBUY;
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. 3aropoaHes Uropb Butanbesuy;
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. leoHyeHkoBa Hatanbs KOpbeBHa;
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. benoycoe UBaH AnekceeBuuy;
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. Monosa EneHa MuxaiifioBHa;
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. Maracymosa Bepa BacunbesHa;

N
=

. TepexuHa Pydus A3aToBHa;

N
N

. lWecTak daHunn NeaHoBUY;
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. 3aliues EsreHnit AHaToNbeBUY;
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. KoHoHeHko Bragumup bopucosuu;
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. KopoTkos AHTOH AneKcaHgpoBuY;
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. letyHoBu4 Tamapa BnagumupoBHa;
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. TkaueHko AnekcaHgp CtedaHosuy;

N
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. Jawwuesa Hatanba JalwlMHUmaeBHa;



29. TuxoHosa TaTbAHa AHLPEEBHA;
30. uranko EkatepuHa AHapeeBHa.

MpaBneHue opraHusaymm
. Cutano Anekceit BagumoBsuuy;
. [onotuH Unba AnekcaHgposuy;
. JleoHueHkosa Hatanba HOpbesHa;
. Koponesa tOnua BnagumuposHa;
. 3aitues EBreHunit AHaTonbeBuyY;

o U W N

. benoycosa /liogmuna BuktoposHa.

MNMpesugeHT MNpaBneHusn
Cutano Anekceit Baaumosuy.

UcnonHuTenbHbI oprax
OupekTop WaTtanosa Hatanba BuktoposHa

B 2021 ropy opraHusauua BHecna M3MeHeHUs B CBOW YcTas, nepejas byHKUMM
€AWHO/IMYHOTO UCMO/IHUTENIbHOTO OpraHa BHOBb CO3[aHHON AOMKHOCTM — [upektopy. Ha
AAHHYIO AOIKHOCTb Bbina n3bpaHa MHOrONETHUI BONOHTEp opraHusauuu Llatanosa HaTtanbs
BuktoposHa. [o/mkHOCTb [pesnpeHTa 6bina 3HAUMTENbHO OrpaHMYeHa B UCMOHUTEbHbIX
GyHKUMAX U Ha Hee 6bin nepensbpaH MHOrONETHWI PyKOBOAMTENb OpraHM3auuu — CuUTano
Anekceit Bagnmosuy. [laHHble U3MEHEHUs MO3BOAWAMN BbICTPOUTb HOBYIO CTPYKTYPY BHYTpM
OpraHu3auuu, Kavyectso U GPoOHT paboT KOTOPOM 3HAUUTENbHO BLIPOCIO 3a CYET YETKOro
pasgenenns QyHKUMOHaNa, BHeAPEHWA HOBbIX B3INALOB Ha ynpasieHWe opraHusaumein u
yBE/MYEHUA KO/IMYecTBa NOCTOAHHO AEUCTBYIOWMX COTPYAHUKOB U BONOHTepoB. B 2022 roay
OpraHusauus He BHOCM/Ia HOBbIX M3MeHeHMit B Ycra, Llatanosa Hatanba BukTOpoBHa
npogo/mkuna paboty B KayectBe AupekTopa OpraHusaumu, Cutano Anekceit Bagumosud
npoao/xun paboty B KauecTse npesungeHTa OpraHusauum.

4. NEPEYEHDb, COCTAB U COZEPXXAHUE B/IATOTBOPUTE/IbHBIX MPOrPAMM, MPOBEAEHHbIX
OPrAHU3ALIMEN:

B otyetHom rogy OpraHusauma peanusosbiBana cieaytolume nporpammbl U NPOEKTbI:

1. «lUkonbl gna naymeHTos ¢ 6onesHbio Bexrepesan.

Cepua fleKumin BeAyLMX POCCMIICKUX PeBMaToN0ros o 3a6oseBaHuu, ero 0cobeHHOCTSX,
MeToAax MeJMKamMeHTO3HOro Ne4eHusa 1 HemeAnKameHTO3HbIX cnocobos I'Ipo,ﬂ,n.eHMﬂ pemuccum
M COXPaHEHUA MOABUMHOCTM B CycTaBax B COYETAHWUM C NMPAKTUYECKUMU 3aHATUAMU NneyebHOM
du3KynbTypoit B pervoHax P®. MoaaepkaHa oOHAOM NPE3UAEHTCKUX FPAHTOB YETBEPTbIN rog,
noapaa,.

LIE/Ib: noBbilweHMe KayecTBa XU3HU NaLUEHTOB Yepes NosbileHne 0CBEA0MIEHHOCTH O
3abonesaHun, MeToAax CaMOAMArHOCTUKM, MPOGUNAKTUKK, a Takke GOPMUPOBaHUA
NPUBEPXKEHHOCTU 34,0pOBOMY 06pasy KU3HU 1 0ByYeHMne AOCTYNHOW GU3NYECKOM aKTUBHOCTY.



C 2014 r. Opranusauma nposena 6onee 50 3aHaTuit LLUKonbl B 42 pernoHax Poccuu, ux
y4acTHMKamu cTanu okono 3700 naumeHTOB. B pesynbTate 3ameTHO BbIPOC/a OCBEA0M/IEHHOCTb
nauneHToB 06 ocobeHHOCTAX 3a60/1€BaHMA U COBPEMEHHbIX METOAAX NeyeH WA, BbIPOC YPOBEHb
MPaBWUNIbHOTO KOHTPOAA CBOEro COCTOAHMA. PeanusyeTca Npu HayyHoM, MeToaMYECKON u
OPraHU3auMOHHON MOAJEPIKKE PYKOBOACTBA MU cneuynanuctos  ®rbHY HU  UuctutyTa
pesmaronorun um. B.A. HacoHosoit u Obuwepoccuiickoit OBLLECTBEHHOM opraHusaumum
«Accoupauus pesmatonoros Poccum». Mo uTOram Kaxkgoro 3aHaTMs LUKOAbI B pervoHax
pacnpocTpaHaetca uHpopmauma o geatenbHoctM OBLIECTBA M ero NapTHEPOB, aKTUBHblE
NauueHTbl BKAoYaloTcA B paboTy B KayecTBe TPEHEPOB-BOJIOHTEPOB, CO34AIOTCA oTAoeneHun
Obuiectsa, 6narogaps yemy naLMeHTbl BOBAGKAOTCA B aKTUBHYIO AeATE/IbHOCTb MO YAYYLLIEHUIO
KayecrBa XU3HU.

Ha 3aHATuAX LLkonbl BeaeTca BMAEO3anuCch NeKUMit, KOTOpbIe Pa3MeLLaloTca Ha caiiTe
O6uiectsa u NONyNAPHLIX WHTepHeT-pecypcax B 6ecnnaTHom poctyne. ®opmat LUKoabl —
COY4eTaHne Teopumn W NPaKTUKK: CeMUHap (BbICTYNNIEHUA PEBMATONOrOB, IKCMNEPTOB, obLieHMe;
npakTuyeckne 3anaTua JIOK nog pykoBoACTBOM OMBITHOrO MOCKOBCKOTO METOAMUCTA).

2. Mporpamma «MobunbHoe npunoxexue ASpine».

PaspaboTtka u BHefpeHWe MOBUABLHOTO MpPUNONKEHMA, obecneunBaloWwero KOHTaKT
MaLMEHTOB 1 PeBMATO/I0r0B, AaloLlee BO3MOMHOCTb AUCTAHLMOHHOTO MOHUTOPUHIA COCTOAHMA
nauueHTa s n0boi Touke Poccun (ana ycrpoitcts Ha 6ase Android u i0s)

LE/Ib: obecneyeHne BO3MOMNKHOCTM NaLMEHTaM MOCTOAHHOrO MOHWUTOPUHIA CBOEro
COCTOAHMA, AOCTYMHOCTN ANA MA/OMOBUbHBIX NALUNUEHTOB U JKUTeNell OTAANEHHbIX PErMOHOB
P® nocToAHHOro KOHTaKTa ¢ PeBMaTONIOrOM.

MobunbHoe npunoskeHne «ASpine» CO34aHO, 4TOObl Ka)kablil nauuweHT Mmor
CamoCTOATENbHO KOHTPO/IMPOBaTb COCTOAHUE CBOErO 3/,0pOBbS U NPM NEepBOit HEOBXOAUMOCTH
CBA3bIBATLCA C IGYALLMM BPAYOM AUCTAHUMOHHO. MICnob30BaHME NPUAOKEHUA NO3BOIUT CHATb
4acTb KONIOCCA/NbHOW HAarpy3ku CO CMELMANUCTOB M YAYYLWIUTb KOHTPOAb NeYeHMUA BOMbHbIX
CMOHAMNOAPTPUTAMU. ITO OCOBEHHO aKTya/libHO A/A PerMoHos Poccuu, rae He[oCcTaTouHo
peBMaTonoros.

ASpine - 370 UMPPOBOI NOMOLHUK AIA NALMUEHTOB, KOTOPbII BKNIOYAET B ce6 HECKOBKO
TEXHO/IOMMYECKUX PeLUeHUN:

® PUIOXKEHUWe ANA NauueHTa;
® 1porpamma, KOTOPOW MO/Mb3yeTcA pPeBMatonor AAs MOHWTOPUHIA  aKTUBHOCTY
3abonesaHnA U GYHKLMOHANbHOTO COCTOAHUA NALMUEHTOB.

MauuneHTckan YacTb BKAOYAET B cebA KOHTPO/b BbINOSIHEHUA PEKOMEHAALMMN MO NedebHOI
®u3KyNbTYpe, Npuemy NeKapCTBEHHbIX NPenapaTtos M AaeT BO3MOMHOCTb HaxXOAMTbCA Ha
NOCTOAHHOW CBA3M C JIeYaLLMM BPa4YOM.

B 2021-om roay ®r6HY «HUUP nm. B.A.HacoHoBOW» Hauan ,u,opaGaTi:IBaTb cuctemy ASpine,
co3gasas 610K ana paboTbl Bpaya ¢ AaHHBIMM NaLMeHTOB.



B cBA3M ¢ naHaemuelt KOPOHABUPYCHOU UHGEKUUM, pOCT perucTpauuit B cucteme ASpine
ysenuyunca. Konmyecrso akTMBHbBIX Nonb3oBaTenen coctasnsaer 2500 yenosek. O6GbeKTUBHbIMMU
NPenaTCTBUAMM AA Aa/NbHeNLlero passUTUA MPOEKTa ABNAETCA: OTCYTCTBME MOHEeTU3auuu u
oTcyTCTBME onnatbl Bpavyam (pabora Ha 3HTy3nasme). B cnayvae npeoponeHua AaHHbIX
NPEnATCTBUIA CUCTEMA UMEET APKO BblPaKeHHbIN NoTeHLuan.

3. «AKTMBHasA XXU3HbY» - nonynspusauua neuebHoi pusKynbTYpbI M 380poBOro obpasa
*KU3HU cpeau naumeHToB c 6onesHbio Bextepesar.

LLE/Ib: MoBbilWweHMe KayecTBa XWU3HU nauueHToB c GonesHbio bextepeBa M ApyrMmu
XPOHUYECKUMM peBMaTUYECKMMU 3aboneBaHuaMM yepes noBbilieHne MHGOPMUPOBAHHOCTU U
peanusauuio NPoPUNAKTUHECKUX Nporpamm M meToauK JIOK, HanpaBaeHHbIX Ha coXxpaHeHue
3/0pOBbA MauueHToB, obyuyeHue cnocobam CcOXpaHEHUs aKTUBHOTO o06pasa KU3HU WU
TPYAOCNOCcobHOCTH, 3ameasieHns nporpeccuposBaHmns 3abonesaHus.

[MpoeKT BKAKOYan MacTep-Knacchbl, BKAKYaWLWWe TeoOpuo U NMpPakKTUYeCcKue 3aHATHUA no
APYTUMKW peBMaTUHECKUMHU 3aboneBaHUAMM.

4. «PaHHAA AguarHocTuKa 3abonesaHusn yepes MUCnonb3oBaHUe HHd)OpM&LI,HOHHbI)(
TEXHONOrMA U KOHTEKCTHOM peknambi».

cneuuanbHomy Kypcy nevebHolt GpuskynbTypbl gns naumeHTos ¢ 6onesHbio bextepesa u

LLE/Ib: npepoTBpalieHne MHBaNMAN3aLMM MONOAbIX NALUEHTOB Yepes CHUMNKEHUE CPOKOB
MOCTAaHOBKM AMArHO3a C UCMO/Ib30BaHMEM KOHTEKCTHOM M MeaMINHOMN peKknambl.

Mporpamma peanusyeTca Nnpu HAy4YHOW, METOAUYECKON U OPraHn3aLMoOHHON NoAaepskKe
pykosoactea v cneuuanuctos ®rbHY HU WUHctutyTa pesmatonorum um. B.A. HacoHosoid,
Obwepoccuiickoit ObLecTBEHHOM OpraHn3aumm «Accoumaums peBmaTonoros Poccum».

Mporpamma npegacrasnsetr coboit MeponpuATUA MO MOUCKY Yepe3 KOHTEKCTHYI W
MeauiHY peknamy nwogei ¢ bonbto B cnvHe M cycTaBax. Yepes peksamy nosib3oBaTesb
MHTEepPHET nepexoamnT Ha caiT bbehtereva.ru, Npoxo4auT TeCT Ha BOCNAAUTENbHbIN XapaKkTep 6ou
(MexayHapoaHblid TecT). B cnydae NONOMKMUTENbHOTO pesynbTaTa NauueHTy npegnaraercs
noceTUTb peBmaToiora.

CokpalweHue BpemeHM MNOCTAaHOBKU AMarHO3a MNOMOXKEeT mnauueHTam ¢ 6onesHblo
bexTtepeBa HayaTb CBOEBpPEMEHHOE JieyeHWe, COXPaHUTb Ha bGonee AAUTENbHbIA CPOK
NONHOLEHHYIO TPYAOCNOCOOHY XM3Hb 6e3 uHBanugusauuu. OAHOBpPEMEHHO, pPaHHASA
OWarHOCTUKAa — 3TO COKpalleHMe pacxoAoB Ha JIeYEeHWE TaKUX MauUMeHTOB, YTO NOATBEPXKAEHO
uccnegosaHnem MHCTUTYTa 9KOHOMMKM 3apasooxpaHeHua HAY BLUS.

Ona  ynydweHuAa cuTyauuMm C  BbIABAAEMOCTbIO aHKUIO3UPYIOWEro CnoHAWAuTa
Heobxogumo npucTanbHoe BHUMaHUWe K noaam sospacte ao 40 nert, ocobeHHO — ¢ bonamu B
CnuHe U cycTaBax. B aTol Lenesoin ayantopmum Hambonee BbICOKA 4019 aKTUBHbIX N0/b30BaTeNEl
cetn UHTepHeT. CornacHo OTKPbITbIM AaHHbIM flHAEKCa, NPOHUKHOBEHWE MHTEpPHeTa Ha KoHel,
2015 roaa 8 Mockse coctaBnaeT 79% ot Bcero HaceneHus, CaHkt-MNetepbypre - 78%, KasaHu -
72%. OTO O03Ha4yaeT, 4TO B 3ITUX PernoHax no/Jb30BaTeNAMM WHTEPHETa MOXXHO CYMuTaTb
NPakTUYecKn Bscex xuteneit mnagwe 40 net, KOTOpble COCTaBAAT LENeBylo ayAUTOpPUIO
npoekKra.



5. «Toyka omnopbl» - nCMXONOrMYeckas peabunutaumMoHHas nporpamma Aans
NauMeHToB U MeAULMHCKUX paboTHUKOB.

B 2021 r. Opranusauusa 3aknwoumna CornawieHue o coTpyaHu4ectse ¢ ABTOHOMHOM
HEeKOMMepYecKow opraHu3aumm «BbnaroTBopuTenbHbIi LeHTp peanusaumm
NCUXONIOTUYECKON peabunuTaumMoHHOW Mporpammbl NaLMeHTam, POACTBEHHUKAM U
meanumMHCKnum pabotHukam "OMOPA"» ( aanee - AHO «OMOPAY). B pamkax CornawieHms
OpraHusauua u AHO «OMNMOPA» peanusyroT COBMECTHbIN MPOEKT Mo MCUXONOrMYECKoM
nopaep:kke «Touka onopbi». B 2022 rogy OpraHusauusa NpoaoMKUAO COTPYAHNYECTBO C
ABTOHOMHOI HEKOMMEPYECKOI opraHn3aummn «bi1aroTBOpUTENbHbIN LLEHTP peannsaLum
NCUXONIOTUYECKON peabunuTauMoHHOW MpPOorpaMmmMbl NaLMeHTam, POACTBEHHMKaAM U
MeaULUHCKUM paboTHuKam "OMOPA"» ( ganee - AHO «OMOPA»).

Lenb npoekta Ana nauMeHTOB: MOBbILEHWE KayecTBa KU3HU MaUUEHTOB C 60ne3HbIo
bextepesa ¥ papyrumu peBmaTMyeckumu 3ab0ONeBAHUAMM NYTEM MPOXOMAEHUA
Cneunanu3npoBaHHom MCUXONOTUYECKOM peabuanTaLMoHHOMN nporpammel,
Hanpas/JIeHHOW Ha yNyylleHWe 3MOLIMOHANIbHOTO COCTOAHMUA; NOAAEPXKKY U NOMOLLb B
npeoAosieHUn TPeBOru, CcTpaxos; obyyeHUM cnocobam OBNALEHMA CTPECCOM U
HaxoXaeHnem pecypcos pana bGopbbbl 3a CcBOE 3a0poBbe; dopmupoBaHME U
nogaepXaHne MOTUBALMM K MPOXOXKAEHUIO nedyeHus; obecneyeHue ycnosma AnA
NOJIHOLLEHHON NCUXONIOTUYECKOI peabunutaumm u obLLero yayudlleHns camouyBCTBUS;
npeoAo/ieHNe CNOXKHOCTU B CEMEMHbIX B3aUMOOTHOLLEHUAX, B 0BLLLEHUM C MeAULUHCKUM
nepcoHanom, paboymm KONNEKTUBOM, APY3bAMM.

Lens npoekra ana MeAMUMHCKUX pPabOTHUKOB: MOBbILWEHUE KayecTBa IKU3HM
MeAULMHCKMX  paboTHMKOB B  cdepe peBMAToNOrMM  NyTEeM  MPOXOMKAEHMA
cneunanmanpoBaHHOM NCUXOJIOTUYECKO peabunutauMoHHOM nporpammel,
HanpaBAeHHOM Ha NoMolLLb B 6opbbe HeraTMBHbIMKU NPOABIEHUAMM NPODECCMOHANBHOTO
M 3MOLMOHANIbHOTO BbIrOPaHMA.

OpraHusauma oKasbiBaeT NOMOLLb U NOAAEPIKKY HA TeppuTopun Poccuu, NnpoekT «Touka
OMnopbl» pPeanusoBbiBasCA € MOMOLLbIO AUCTAHUMOHHOIO B3auMOAENCTBUA C  LeeBbiMU
rpynnamm NpoeKTa, YTo NO3BOINNO BHE 3aBUCUMOCTU OT reorpadpruuyeckoro nosioXKeHus noay4nTb
Heobxoaumylo nomolb. PeabunutaumoHHas NcMxonoruyeckas nporpamma BKKYaeT B cebs
[AeCcATU Hefe/bHbIN Kypc, 3aHATUA NPOXOAAT KaK B UHAUBUAYANbHOM MOPALKE, TaK U B MUHU-
rpynnax go 8 yenosex.

6. «pamoOTHbIA NaUUEHT» — UHPPACTPYKTYPHbIIA MNPOEKT, HanpasBNeHHbIN Ha
npoceelieHne U MHGoOpMUpPOBaHMe NnaumneHToB ¢ 6onesHblo Bextepesa u gpyrumu
peBMaTMYeCKUMK 3a60NeBaHMAMM Yepe3 HaBblKM WM MHCTPYMEHTbl, KOTOopble
HeobxoauMbl, YTO6bI NOMOYb YBEPEHHO KUTb C 3TUMU 3aboNeBaHUAMM.

LE/Ib: nosbiweHWe KayecTBa MWM3HW MNAUUEHTOB 4Yepe3 MOoBbllUeHUMe OCBEeAOMIEHHOCTU O
3360REBEIHHM, MeTogax ANMarHOCTMKM M CamMmOOMarHOCTUKM, I'IpOCI)HJ'IaI{TMKM, NeYeHWA, a TaKKe
bopMHUpPOBaAHMA NPUBEPKEHHOCTM 340pOBOMY 06pasy »ku3sHu, obyyeHue AOCTYNHOM
$u13M4YecKo aKTMBHOCTM, NPABOBOI FPAaMOTHOCTM, OCO3HAHHOCTU POAUTENLCTBA.



B noptdene «lpamotHoro naumeHta» OpraHu3auuu nporpaMma CaMOKOHTPONA Aaloliasn
nauMeHTam HaBblKM U WMHCTPYMEHTbl, KOoTopble Heobxoaumbl, 4TOObl NMOMOYb YBEPEHHO
CNpasiATbCA CO CBOMMW CUMMNTOMaMu, 5 Cneunanu3npoBaHHbIX 3NEKTPOHHbIX U NevYaTHbIX
martepuanos, anpobuposaHHbix 6onee yem Ha 40 LLIKoNax NauueHToB, NOAKPEnIeHHbIe LUKIOM
AUCTaHLMOHHbIX KYPCOB, BUAEO-YPOKOB, BebUHapoB..

Kaapll U3  cneuuannsvpoBaHHbIX 3NEKTPOHHbIX M MevaTHbIX MaTepuanos perynapHo
obHoBAAOTCA, TaK, K NpUMepy, Matepuan no nevyebHoit GU3KynbTYpe n3HayanbHO cOCTOAN U3 16
CTpaHuL, CO BpemeHem maTepuan Bblpoc A0 64 CTpaHWL, a HOBble ynpaxkHeHua aobasneHHble B
KOMMIEKC COMPOBOXAAKOTCA 3aNMCaHHbIMKU BUAeOo-ypoKamu, DVD-guckamm ¢ 3anucamu,
pasmMeLleHnem YpoKoB Ha 0PULIUANbHBIX UHTEPHET-pecypcax opraHusaumm.

Ha cerogHAawHMit peHb «pamoTHbIM MaumMeHT» BK/YaeT B ceba cneuuanusuMpoBaHHble
matepuanbl N0 NCUXONOTUYECKON NOALEPIKKE, MO MEAMKO-COLMANbHOW 3SKCnepTuse, Mo
neyebHOW OU3KyNbTYpe, MO MAAHUPOBAHUIO CEMbU, MO JAbFOTHOMY NEKapCTBEHHOMY
obecneyeHuio.

[Mpe3eHTaumna marepuana Mo NbrOTHOMY /ieKapcTBeHHoMmy obecneyeHutio npoxoauna Ha Xl
Hay4YHO-MPaKTU4YeCKon KoHopepeHuun «ObuieTepaneBTUYECKUE acneKkTbl PeBMaToNorum» wu
JKcnepTHoro 3acefdaHua rnasHbiX pesmatonoros CPO B Hosocubupcke. [MpeseHTtauums
maTtepuana no MeamKo-couManbHOM 3KCnepTU3e NPOXoAua0 Ha OAHOM U3 LUKAe BebuHapos,
NOCBALLEHHbIX TEME MHBANUOHOCTH.

Matepuanbl MO MCUXONOTUYECKON MNOAAEPHKKE U NIAHUPOBAHUIO CEMbWU NPE3EHTOBANUCH B
pPamMKax AMCTaHLMOHHbBIX KYpPCOB, MPOXOAWUBLUMX B TeuyeHue roga. B 2022 roay OpraHusauus
BbIMYCTUIO TPM HOBbIX MaTepuana, no Habopy coLManbHbIX YCAYr, 4TO AeNaTb NOCae NOCTaHOBKM
pesmaTuyeckux 3abonesaHunit u 4TO AenaTb NOcae NOCTAHOBKU aHKUN03UPYIOLWEro CMOHAUANTA
C MPaKTUYECKMMM COBETaMM, KaK MOATOTOBUTLCA K NMPUEMy Bpaya U O YeM CMpPOCUTb CBOEro
pesmaTtonora.

5. COLEPYXAHUE U PE3Y/IbTAT AEATE/IbHOCTU BNIATOTBOPUTE/IbHOM OPFTAHU3ALIUU
3A OTYETHbIW NEPUOA:

Llenb peanusyembix Nporpamm M NPOeKToB: [10BbilieHMe Ka4ecTBa XKU3HU NaLUEHTOB C
bonesHbto bextepeBa M APYrMMM XPOHUYECKMMU peBMaTM4eckumu 3abonesaHuamu yepes
pacnpocTpaHeHue nHpopmauumn u peannsaumnio NpoduNaKTUYECKUX Nporpamm n metoauk J1IOK,
Hanpas/ieHHbIX Ha COXpaHeHue 340pPO0BbA NMALMEHTOB, 0by4yeHne akTUBHOMY 0Bpasy XU3HKU U
YMeHbLUEHMe NporpeccMpoBaHusa 3abonesaHua.

3agaun, pewaembie pamKax peanusaumm:

—~  pacnpocTpaHeHue yepes yylinx peematonoros Poccuiickoit degepaumm Hay4dHbIX 3HaHWUA
v nonynapHoi nHpopmauum o bonesnu bextepesa, OCNoKHEHUAX, Ucxogax 3abonesaHus,
meTogax 6opbbbl ¢ Heayrom, cnocobax AOCTUKEHUA peMUccun, cnocobax NnpodunakTUku
obocTpeHunit;

- nonynapusauma neyebHON PpU3KYNbTYPbl KaK OCHOBHOTO HEeMeAMKaMeHTO3HOro cnocoba
coxpaHeHus GyHKLMi CycTaBoB;



-~  MOBbIlEeHWe YPOBHA CAMOCTOATENbHOIO KOHTPOA NaLMeHTa 3a akTUBHOCTbIO 3abonesaHua
C UeNbil0 CBOEBPEMEHHOro MPUHATAA Mep B Caydyae HebnaronpuaTHOro nporHosa
3abonesaHus;

- CHWXEHMEe CPOKOB [AMAarHOCTUPOBAHWMA  AHKWAO3UpYlOWero crnoHaunuta (6onesHu
Bextepesa) yepes MCNo/ib30BaHWE LIMPOKOrO CMEeKTpa NPOrpamm U UHCTPYMEHTOB A/
CHUMKEHMA YPOBHA MHBaNUAM3ALMU NALMEHTOB ¢ BonesHbio bextepesa;

— ydacTue B 3SKCMEPTHbIX, COBELWATe/IbHbIX U WMHbIX KOANErManbHbiX OpraHax CUCTEeMbl
3apaBooxpaHeHua PO 1 pernoHoB, OpraHoOB UCMONHUTENIbHOW U 3aKoHOAaTeIbHOW BaacTei
P® u pernoHos ana obecneyeHns NOCTOAHHOIO AManora C NaLUEHTCKUMU OpraHM3aLuamm
1 MPUHATUA PELLEHUI C Y4ETOM UHTEPECOB MalMeHTOoB;

- obecneyeHue AOCTYNHOCTM U MOBbIWEHME KayecTBa MEAMLMHCKOW MOMOWM U
NeKapcTBeHHOro obecneyeHnsa MauMEHTOB Yepe3 B3aMMOAENCTBUE C opraHaMu CUCTeMbl

30paBOOXPaHEHMA, a TaKkKe pasBUTUE U NPUMEHEHUE WMHHOBAUMOHHBLIX MPOrpaMmm Wu
MHCTPYMEHTOB.

B pe3synbrate peanusaummu NpoeKToB OpraHM3auum:

1. Ysenuumnacb 0OcCBeAOMAEHHOCTb HaceneHus PP o 6onesHu bextepeBa u ee
CUMMNTOMAX, YTO CMOCODOCTBYET COKPALLEHUIO BpeMeHU AMarHOCTUKU 3aboneBaHusa, CHUXKEHUIO
YPOBHA MHBaNMAU3aLMK NALMEHTOB M COKPaLLLEHUIO BI0KETHbIX PAacX0408 Ha eYyeHue.

2. YBENMYNNOCh KONMYECTBO pPernoHanbHbix otaeneHuin ObuiecTtsa B3anMonomMoLLM npu
bonesHn bBextepeBa, UTO CNOCOBCTBYET aKTUBM3aAUMM MALMEHTOB B Bomnpocax obecneyeHus
Ka4yecTBa »KM3HW, MeAMUMHCKOW TMOMOLWM WU JIeKapCTBeHHOro obecneyeHua, a TaKxkKe
AanbHelwemMy NOBbIWEHWMIO YPOBHA WHOOPMMPOBAHHOCTM MALMEHTOB M WX BOBAEYEHUA B
npodunakTuyeckme 1 3goposbecbeperaroLime NPorpammsl.

3. Pacwupunocb npumeHeHue MeToAauK cneumanbHoro kypca JI®K, yto BaAuAeT Ha
MOBbIWEHNE KAaYecTBa XU3HU MALMEHTOB, CHUKEHUE AO0NU HEeTPyA0CnOoCOBHbIX MaLUEHTOB,
cTpagatowmx bonesHblo bextepesa, B Bo3pacrte Ao 40 nert.

6. CBEOEHMA O HAPYLUEHUAX, BbIABJIEHHbIX B PE3Y/IbTATE [1POBEPOK,
MPOBEAEHHbIX HAJTOFTOBbIMW OPTAHAMMU, U NPUHATBLIX MEPAX MO UX YCTPAHEHUIO:

HapyweHuii B pesynbtaTe NPOBEPOK HE BbIABNEHO.

Oupektop MPOBOM «O6uiectso B3aumonomowy npu 6one3Hn bexrepesa»

ZH LAdd ., .H.B.WWaTtanosa
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