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OTYET
0 peATesibHOCTU MeXKpernoHanbHoi obLiecTBeHHOM 61aroTBOPUTENbHOM OpraHM3aLmMm
uHBanuaos «06uwectso B3aumonomoLu npu 6onesHun Gextepesa» B 2022 roay.

MexpervoHanbHasa obuwiecTBeHHas 6naroTBopuTesibHas oOpraHusaumsa WHBANUZOB
«ObwectBo B3aumonomown npu 6onesHu Bextepesa» (nanee — OpraHusauus), sBAseTcs
6naroTBOpUTENbHOM OpPraHU3aLuMil U OCYLLLECTBNAET CBOIO JeATeNIbHOCTb B COOTBETCTBUM ¢ D3 «O
BnaroTBOpUTE/IbHOI AEATENbHOCTU U 61arOTBOPUTE/ILHBLIX OPraHU3aLLUAXY.

1. OTHET O AEATE/IbHOCTMU:

1.1.B 2022 r. lUKosibl ANA NauMeHTOB NPOBOAMAUCL B pamKax npoekTa «MaaHuposaHue
cemby. [INCTAaHUMOHHBIA LMK MepOnpUATUIA, HanmpaB/eHHbI Ha NOAAEPIKKY NAaHMPOBaHUA
CemMmbu ANA MNALUEHTOB C XPOHUYECKMMW peBMaTMYeCKMMU 3abosieBaHMAMM U BONE3HbIO
bexTepesa», KOTOPbI NOAYYMN NPU3HAHKE FrOCYAAPCTBA U rPaHT POHAA NPE3NAEHTCKUX FPAHTOB,
YTO NOATBEP’KAAET ero COouMaabHyr 3HAaYMMOCTb, B pamkax npoekrta «llkona 3goposba ana
peBmaTuyecKkux nauueHToB KasaxcraHa» C Mcnosb3oBaHWem rpaHTta lNpesugeHTta Poccuiickoi
®epepaumn Ha passBuTMe OBLLECTBEHHOW AWMNAOMATUM M NOAAEPKKU COOTEYECTBEHHUKOB,
npegoctaneHHoro ®oHAOM nNpesUAEHTCKUX TPaHTOB, a TaKKe B pamKax [paHTa Aans
HeKoMMepyeckux opraHusaumit «Hayka pobpa». OpraHusaumsa nposBena 5 ouHbix LLkon B
Poccuu: M'posHeii, Craspononb UpKyTck, Mockosckas o6iactb u Hosocubupck. M 1 ouHas Lkona
B KasaxctaHe — AcrtaHa. bosiee 1800 nmauueHTOB C peBMaTUYeCKUMU 3abonesaHUaMU U
MeAULMHCKMX cneunannuctos us 12 pernoHos Poccum cTanu ydacTHUKamu uukna LUkon B
dopmate BebMHApPOB O MNAAHUPOBAaHMM cembM, 628 MaALMEHTOB C peBMaTUYeCKumMmm



3aboneBaHUAMM U CMELMANUCTOB NPUHANU OYHOe yyacTue B LLIkonax u3 5 pernoros Poccum u 1
pervoHa KasaxcraHa, 16 380 nauMeHTOB C peBMaTUYeCKMMK 3abo1eBaHUAMU, YIEHOB CemMei U
MeANLNHCKUX CreumanncTos u3 63 pernoHos Poccun u 3 obnactelt KazaxctaHa NpuHAAK yyactTue
B 12 AUCTAHUMOHHbBIX MPOCBETUTENbCKUX BeBUHApax co crneuunanmucTamu.

1.2.0praHu3auma BefeT NPOCBETUTENbCKYI pPaboTy cpeau MauueHTOB M UX cemeit,
HanpaBAEHHYIO Ha MOMNy/iApPM3aLMI0 340POBOrO, aKTUBHOrO 06pasa KMU3HU, MPOABUMKEHUE
3aHATMIN JOCTYMHbIM CMOPTOM A1 UHBA/INAOB, @ TaKXKe BHeAgpeHue npodunakTuuyeckmx mep ana
npeAoTBpaLLEHNA PaHHEN MHBANUAU3ALMMY NALMUEHTOB:

® B Hanbonee akTMBHbIX pernoHax — Mockea, MockoBcKaa obnactb, CaHKT-MeTepbypr —
OpPraHM30BaHbl perynspHble 3aHATUA CKAaHAMHABCKOM X04bb0i, KOTopas pekoMeHA0BaHa
nauueHTam c 6onesHbio bexTepesa;

e B Mockee, Mockosckoi obnactu, CTaBponosibCKOM Kpae, pecnybnvke balukopTocTaH,
YnbaHoBcke u CaHkT-lleTepbypre oOpraHu3oBaHbl peryisapHble 3aHATUA JsieyebHol
bU3KYNbTYPOI, CKaHANMHABCKOW X0Ab0O0M, a TakKe 3aHATUA B bacceliHe.

1.3.0praHu13aums npoBoAUT TBOPYECKUE U KY/IbTYPHO-MPOCBETUTE/IbCKUE MEPONPUATUS,
cnocobcTByOLLME MOBbILLIEHUIO OCBEAOM/IEHHOCTU B 06LecTBe 0 6onesHu bBexTepesa u Apyrux
peBMaToNornyecknx 3aboneBannax, a TakKe NoaaepKKy naLMeHToB:

® B pamkax rymaHuTapHoOli nomowuM Ha 6ase nareps BPEMEHHOro pasmMeLLeHus
«lManaktnka» B MyKoBCKOM panoHe Kanyskckolh obnactv OpraHusauua OKasana
noagep:Kry 6exxerHuam us JIHP n [IHP, a Tak:ke MHGOPMaLMOHHYIO, OpPraHU3aLMOHHYIO U
KOHCY/NIbTALLMOHHYIO MOALEPKKY BCEM 06paTMBLUMMCA BeXeHLaM C aHKUI03UPYHOLLUM
CNOHAWUINTOM U APYTMMWU PEBMATONIOTMYECKUMUN MaTONOTNAMMU;

e Ko BcemupHomy pgHto 60pbbbl ¢ apTputom O6LiecTBO Npu MNogaepikKe MapTHEPOB
NpPOoBEe/IN COLMANBHYIO akumMio «[leso He B NoCcTenm».

1.4. OpraHu3auma NpoAO/KAeT peanusauuio MPoeKTa Mo Co34aHU MOBUIbHOTO
npunoxeHua ASpine, KoTopoe nomoraeT MauMeHTamM KOHTPOJIMPOBaTb CBOE COCTOAHME,
obecneumBaeT [AWUCTAHUMOHHYK CBA3b MeXAy nNauuMeHTOM W peBMaTosorom (MpuHumMn
TeNleMeguLUNHbI), a TaKXKe ONTUMU3UPOBATb MapLIpyTU3aLMio nauneHTos. MpunoxkeHme ASpine
paboTaeT Ha ABYX OMepaLMoHHbIX cucTemax — Android mn iOS. OHO cuHXpoHU3yeTca ¢ 6asoi
[aHHbIX Bpaya B TOT MOMEHT, Korga ecTb MoAKAYeHue K uHTepHeTy. PaboTaeT caut, rae
npeacrasneHa 6onee nogpobHas uHpopmauuma https://aspineapp.ru . MpunoxkeHue ckavyaHo
6onee 15230 pa3. HoBbix ycTaHOBOK npuoxeHua ASpine 3a 2022 ropg - 5400. CrpyKTypa
YCTaHOBOK MO CTpaHam MO BCeM MapKeTniencam MobunbHbiX npunoxeHuin: Poccua 72%,
YKkpauHa 7%, KasaxctaH u gpyrue ctpabl CHI — 6%  Bnarogaps paboTe Hag cosgaHuem u
NMOATrOTOBKOM K 3amycky npuaoxeHua ASpine, OpraHu3auma 3HaUYUTENbHO pacliMpuaa pamku
B3aumogelicteus ¢ IT-komnaHwuen, Hay4YHO-UCCcneaoBaTe/IbCKUMU opraHu3auuamu,
pervoHasibHbIMM peBMaTosIoramn, KOTopble Yy4yacTBOBa/IM B CO34aHMWM nporpammbl. OnbIT
CO34aHMA NPUOXKEHMUA BbI3BAN UHTEpeC y co3aaTtenein nHGopmaLMOoHHbIX cuctem. lNMposepeHa
cepua BCTpeY B pPernoHax, Bblpa3MBLUMX 3auMHTEPECcOBaHHOCTb BO BHegpeHun ASpine B
rocy4apcCTBEHHbIX M YacCTHbIX fieyebHbix yuypexkaenusx. B 2022 rogy ®IBHY «HUUP um.



B.A.HacoHoBOI» npu nomowyu rocyaapcTBeHHOro $uHaHCcMpoBaHKUA opraHm3osan paboTty Hag
CO3flaHMemM MO/HOLUEHHOro mopTana ANA Bpauveil, KoTopblii ByaeT paboTaTb B cCBA3KE C
npunoxeHnem ASpine M MO3BONUT PacWMPUTb GYHKLMOHAN CUCTEMbI. JaHHas paborta
0p1UManbHO NPOBOANTCA MO rOCYAaPCTBEHHOMY 3aaHUI0 1 npussaHa npubAN3UTL TOT MOMEHT,
Korja npocreiiune npoueaypbl Mo OLEHKM TeKYLLEro COCTOAHMA 300poBbA nauueHToB byayT
npoBoANTbCA Bpadammn oduumanbHo Yepes cuctemy OMC 1 6e3 O4HOrO BU3UTA K Bpayy. 310
0cobo aKTyanbHO B nepuog, naHaemum KOPOHaBUPYCHOW MHPEKLMMN, a TaKKe B PermoHax c
60NbLWIMMM PACCTOAHUAMMU 1 HEBONBLIMM KONUYECTBOM peBmMaTonoros.

1.5.0praHusaums npogosikaet paboTy Hag NPOEKTOM MO paHHel ANarHocTuke 60ne3Hu
bexTepesa Yepes ncnonb3oBaHMe KOHTEKCTHOM peknambl Kak MHCTpYMeHTa. [poeKT noctpoeH
Ha npusievyeHne BHUMAHUA LeNIeBOW ayauTopumn — nogel ¢ 60Ablo B CAMHe U cycTtaBax K
TECTUPOBaHMIO Ha BO3MOXHOe Hanuuue GonesHu bextepesa (mexayHapogHble TecTbl Ha
NPEAPacnoNoXKeHHOCTb K CNOHAMN0apTpUTam). Mo pesyabTaTam TECTUPOBAaHMA NPeAYCMOTPEHO
Hampas/ieéHne yHacTHMKa NporpamMmbl Ha KOHCYAbTalUMIO K PeBMaTonory ana obcnefoBaHus u
OKOHYaTe/bHO NOCTAHOBKM AMarHo3a.

TapreTHaa KOHTEKCTHasA peknama No3BOJINT 33 CYET MaCCOBOTO TECTUPOBAHNA NALMEHTOB
C AWarHosamy OCTeOXOHAPO3 M APYyrMMM Haubosiee pPacnpoCTPAHEHHbIMU OLIMBOUYHBIMM
AWArHO3amu  MOBLICUTL OO  JIAEN, CBOEBPEMEHHO MO/IyYaloWnX  KOHCYAbTaLmm
pesmatonoros.  COOTBETCTBEHHO, 3TO  MOMOMET  COKpPaTUTb  CPOKM  AMArHOCTUKM
aHkunosupyrowero cnoHannuta (bonesHb bextepesa), Apyrux CNOHAMAOAPTPUTOB U CHWU3UTH
WHBaNINAM3ALMIO MONOAbIX TPYAOCNOCOBHbIX NaLueHTOB.

Ha koHeuy, 2022 roga opraHusaumsa npusaekna K TeCTMpOBaHMAM Ha NpeamMeT Ha/lnuusa
BOCNanuTesibHOM 6onn B cnuHe M cycrasax: 207278 NoTeHLMaNbHbIX NauMeHToB, U3 KOTOPbIX
142119 3zasepwnan  TecTupoBaHue. Pesynbtathl 5443 pecnoHaeHTOB  OKasa/iucb
MOJIOXUTE/IbHbIMM,

Takke B KOHUe 2022 roaa AaHHbIM NPOEKT NoAAepKaH AaBHUM napTHEpOM OpraHu3aLumn
KomnaHuei HosapTuc — ycunuamm naptHepos 6bin cosaaH caiiT bolivspine.ru ¢ aHanornyHbIm
anroputmom paboTel. Ha koHel, 2022 rosa Ha AaHHOM pecypce opraHusauua BmecTe C
napTHEpPamn NPUBAEKIN K TECTUPOBaHUAM Ha NpegmMeT Haanuma BOCNaauTeNbHOM 60U B CIUHE
n cycraBax: 7085 noTeHUManbHbIX MaLMEHTOB, U3 KOTOpPbIX 2544 3aBepLlInIN TeCTMpOBaHuUe.
PesynbTaTbl 954 pecnoHAEHTOB OKa3anuch NONOKUTENbHBIMM.

1.6. OpraHusauma pa3sBMBaeT CBOK [AEATENbHOCTb MO CO34aHWUIO MOCTOAHHOTO
KOHCTPYKTUBHOTO AManora mexay NauueHTCKMM CoobLLecTBOM M OpraHamm 34paBoOXpaHeHUs
ANs obecnedeHna NPUHATUA ONTUMAbHbIX PELIEHMIi B MHTepecax nauyeHTos.

OpraHu3auusa npoao/mxuna paboTy B coBeTax Mo 3aliMTe NpaB NauueHTos npu opraHax
340paBooxpaHeHnsa B Kanyckon obnactu, Pecnybnvke Yysaluus, CaHkT-leTepbypre,
YibAHOBCKe.



MauueHTol u3  MpKyTckoit 0611aCTM  NPOJOMKAIOT BECTU  aKTUBHYIO paboTty B
ObuiecTBeHHOM COBETe Mpu TepputopuanbHoM BlOpo MeAMKO-coLmanbHOM 3KCNepTuU3bl,
BO3I/NIaBAAIOT pabouylo rpynny naumeHTCKOro coobuwectBa npu Komuccun no passuTuio
rpaxaaHckoro obuiectsa ObLecTBeHHOM NanaTbl MpKyTCKoi 061aCTH, BOLLIN B OBLLECTBEHHDbIN
COBET Mo 3awuTe npas nauueHToB npu MuH3sgpase Wpkytckoit obnactu. Mpogonxunack
cuctemHas pabota no npuseaeHunio TeppuTopUanbHOI MPorpaMmsl FocyAapCTBEHHbIX rapaHTuii
MpKryTcKoit obnactn B cooTBeTcTBUM ¢ HopMamu $3-323 cOBMECTHO € YNOAHOMOYEHHbIM MO
npaBam uenoseka B pernoHe. B pamkax 3Toil paboTbl mpoBegeHO 3 Kpyrabix cTona.
MpeacraBuTen OTAENEHUA NPUHUMAIOT aAKTMBHOE Yy4yacTMe, B TOM YUC/AEe B KauyecTBe
HacTaBHWKOB, B 6-TM mMpoeKkTax Bcepoccuitickoro cotos3a nNauMeHToB npu noggepskke doHaa
MPe3snAEeHTCKMX rPaHTOB. YneHbl MPKYTCKOro oTaeneHuUs B3aMMOAENCTBOBANM C YYaCTHUKaMM
npoekTa (rnaBHble Bpayuu AETCKUX U B3POC/IbIX MOAUKAMHUK) NO OKa3aHUIO METOA0A0MMYECKOi
noAjepXKke mnpu nocTpoeHMn HOBOW MoOAenM MeAULMHCKOM OpraHM3auum B pamKax
HauunoHanbHoro npoekta «3pgpasooxpaHeHua». C 2020 r. NPUHUMAIOT yyacTMe B KayecTBe
TpeHepos B TpeHUHrosom H610Ke KoHrpecca naumeHtos BCI.

MaumneHTbl 13 MocKkBbl U MOCKOBCKOM 06/1aCTH BCTYNWUAM B aHa/IOFMYHbIE COBETbI B CBOUX
cybbekTax depepaumn.

HoBocnbupckoe otaeneHue opraHusauuu paboTaeT B LUTAaTHOM peUMe, COXpaHAs
aKTMBHOCTb Ha Mpe)HeM ypoBHe, BegeT paboTy ¢ nauMeHTamu v peBmaTosioramMmu pernoHa. B
2022 r. B pamkax Xl HayquHOM-NpaKTUYeCcKoi KOHPepeHLMN U DKCNEPTHOro 3acefaHusa raBHbIX
pesmatonoros COO nposenu ceccuto An1a NauUeHTOoB.

Cankt-lMetepbyprckoe ropoackoe otaeneHne paboTaeT B TECHOM COTPYAHMYECTBE C
[NaBHbIM PEBMATO/IOTOM:

- npoBeno BEGMHapr ANA NAaUMEHTOB MO CaMbIM aKTya/ibHbIM TeMam

- ocyLiecTsnaeT MHGOPMALLMOHHYIO MOAAEPKKY C UCMO/Ib30BaHMEM COLMabHbIX CeTell B
obnactm npas nNaUMEHTOB Ha MEAMLMHCKYIO MOMOLLb U JeKapcTBeHHoe obecneyeHue,
COBPeMEeHHbIX METO0B JIeYeH s U peabunuTaumm, HoBbIX 1EKapCTB.

- OTAeNeHne nponaraHaMpyeT ABUraTe/bHY0 aKTUBHOCTb U 340POBbI 06pas »KM3HM :
NMPOBOAMUT PeryasapHble 3aHATUA MO CKaHAUHABCKOM xoabbe;

- oTAeneHue npeacTasaeHo u BeAET paboTy B obuiecTBeHHbIX coBeTax npu Komutere
3apaBooxpaHeHua  CaHkT-lletepbypra M B nomeuyuTenbCcKom  coBeTe  KauHuueckoi
peBmaTtonorMyeckon 6onbHULbI No25.

[upekTtop OpraHusauuun npogoskuna paboty B coctaBe ObLLECTBEHHOrO COBETa Mo
NPOBEAEHNIO HEe3aBUCMMOW OLEHKM KayecTBa YCNOBUI OKasaHua YCayr MeauuuHCKUMU
opraHusaumamu npu MuHucTepcTBe 3apaBooxpaHeHua Poccuitickoin Pepepaumu, B cocTase
ObLuecTBeHHOTO COBETa MO NPOBEAEHUIO HE3AaBUCUMOM OLEHKMU KayecTBa YC/IOBUII OKasaHUA
yCAyr OpraHn3aumamm coLManbHOro obcny:knusaHus u deaepanbHbIMU yUpeXKaeHUAMU MeANKO-
couManbHOW 3KcnepTusbl npu MUHUCTEPCTBE TpyAa M COuUManbHOM 3awmTbl Poccuiickoi
depepaumm u B coctase ObLecTBeHHOM Komuceun npu ®KY "I6 MC3 no r. Mockse" MuHTpyaa
Poccuun.



PAf, pervoHanbHbIX OTAENeHNI OPraHU3aLMU OTMETUAM CMEHY [aBHBIX BHELITATHbIX
CNEeuManncTos pernoHanbHbIX OPraHoB 3/paBOOXPaHEHUA, YTO MPUBEIO K CHUMKEHUIO YPOBHS
KOMMYHUKALMIA C HUMM M aKTUBHOCTU PaboTbl. OpraHM3aL s OTHOCUTCA C MOHUMAaHUEM K paboTte
AAHHBIX CMEUManncTos, Tak Kak MHOTUE M3 HUX 3afeiCTBOBaHbl B paboTe aHTUKOBUAHbIX
OTAeNeHNiA (WTaMmM KOpOHaBMpyca fenbTa 6bi1 OYeHb arpeccuBHbIM). BmecTe ¢ Tem 4ieHb
OpraHMsauuun BbIPAXalOT HaJeX/y Ha CKOpPOe CHUMEHWEe aKTUBHOCTW BUPYCa U yBeudeHUue
BO3SMOXXHOCTel  [N1aBHbIX CMeuuanucToB Mo COBMECTHOMY MPOBEAEHMIO aKTUBHOCTEMN,
HanpaB/IeHHbIX Ha y/ly4YLUIeHME KaueCTBa XKN3HU NaLUEeHTOB C peBmaTUYecKuMu 3a601eBaHUAMM.

1.7. OpraHusauus npuHANa y4acTUe OYHO M OH-NaiiH B HECKOMbKUX KPYMHbIX

mMeponpuaTuax, OpraHU30BaHHbIX NapTHEPCKUMU O6LIJ,eCTBeHHbIMM 7] Bpa‘-IE‘6HbIMVI
OpraHunsauuamu:

e B Xl Bcepoccuiickom KoHrpecce mnaumeHToB «BekTop pa3BuUTUA: MalUeHT-
OPMEHTUPOBAHHOE 34PaBOOXPaAHEHUEY;

® B Xl HayyHo-npakTuyeckoit KoHdpepeHuun «ObLeTepaneBTUUECKME  aCMeKTbl
pesmatonorum» Cnbupckoro beaepanbHOro okpyra;

e B Xl Cbe3ge Tepanestos CBepA/NOBCKOM obnacTu;

® B0 Bcepoccuiickom KoHrpecce ¢ MexAyHapoAHbIM ydacTuem «[HM PeBMaTonorMu B
CaHkr-lNeTepbypre — 2022 »;

® Bo Il KoHrpecce ¢ mexxayHapogHbim yyactnem « MoCKOBCKas peBmMaToNorua;

e B Xlll ®ectuBane coumanbHbIX MHTEPHET-pecypcoB «MuUp paBHbIX BO3MOXHOCTEN», Ha
KOTOpOM BTOpPOI rog, noapag, oaepykana nobegy. B 2022 roay caiit OpraHusauyum —
bbehtereva.ru opepxan nobeay B HomuHauum «BmecTe Mbl cMOkem 60osblie», B
KOTOPOii OLEHMBANUCL MHTEPHET-pecypcbl Bcepoccuiickoro obuiectsa WHBaNNZOB U
obLecTBEHHbIX OpraHM3auuii MHBaNAUAO0B.

1.8.0pranuszauma npogonmkuna yyactve B paboTe IKcnepTHOM rpynnel  no
cnoHgunoaptputam  (3kCnA), cosgaHHoOi npu  Accoumauuu peBmatonoros Poccun.
Mpogonxunack pabota Haf coBmecTHbIMM € IKCNA MPOEKTaMM M aHasM3 HOBbIX KpuTtepues
MHBanMAHocTM npu 6onesHu bextepesBa M ApyrMx peBMaTUUECKUX 3ab0sieBaHMSX, KoTopble
npusBaHbl cbanaHcMposaTb CUCTEMY MEMKO-COLMaNbHOMN 3KCMEepTU3bl U caenatb JocTynHee
Mepbl roCyapCTBEHHOM COLManbHOM NOAAEPIKKM A8 NaLMEHTOB.

1.9.0pranusaums  npofosmkuna akTUBHYO paboTy B pamKax MeXAyHapoaHOM
OpraH13aunn NauWMeHTOB C aHKUIO03UPYIOWUM cnoHauAnTom (6onesHb bextepesa) u UHyO
MeXayHapoaHyto pabory.

OpraHusauus npuHana yyactue B pabote MexayHapoaHoi deepaumm NaumeHTos C
bonesHbio bextepesa (Axial Spondyloarthritis International Federation - ASIF) u rno6anbHom
dopyme no npobneme 3amepKU AMArHOCTUKU aKCMasbHOrO cnoHaunoapTputa. B 2022 .
OpraHusauus, kak uneH Axial Spondyloarthritis International Federation (ASIF) nogaepskana u
peannsosana npoekT «foBopu, 4Tobbl bbITh yenbiwaHHbiM» (Talk to be heard). A Takxke 6binn

OCBeLleHbl, adanTUpoBaHbl Ha PYCCKUM A3bIK U pasMelleHbl aKTUBHOCTM B pamKax BcemupHOro



AHA AKcuanbHoro/aHkunosupyolero cnoHaunuta (World AS Day). Kaxabilt rog 6onee 4000
TE31COB NPeACTaBAAOTCA HAa paccMoTpeHne U NybankyoTca B COOpPHUKE Te3NCoB U/Uan NYHO
NPeACcTaBAOTCA Ha HAayYHbIX MM NOCTEPHbIX ceccuax EBponelickoro KoHrpecca peBMaTo/10ros
EULAR. B 2022 roay 6binn npuHatel Teaucsl (OP0040-PARE THE WEBINAR SERIES FOR THE
PATIENTS “PREGNANCY AFTER DIAGNOSING ANKYLOSIS SPONDYLITIS” O. Krichevskaya, T.
Dubinina, N. Klimenchenko, N. Shatalova) ot akcrneptoB 1 OpraHusauum B pamkax TeMaTUKK
nAaHUpoBaHUA 6epeMeHHOCTU C aHKMIO3UPYOLWUM crioHauAnTom Ha EULAR 2022.

1.10.B 2022 roay OpraHusauma npoaomxuna paboty opuguueckoi cnykbbl, KoTopas
3aHMMaeTCcA aHa/iM30M Kanob nauMeHTOB M MOAroTOBKON obpalieHMit nNo BOMpocam
AOCTYMHOCTU N1IeKapCcTBEHHOro obecneyeHmsa NMauMeHTOB C peBMaTUYecKumu 3aboneBaHUAMM.
PaccmoTtpeHo 6onee 80 oduumanbHbix obpalyeHunit ot naumeHTos. O6LECTBO B3aMMONOMOLLM
npu 6onesHn bextepeBa, a TakkKe npeacenatenn perMoHasbHbIX OTAENEHUIN U SKCMepTbl Benu
aKTUBHYIO MHPOPMALMOHHO-PA3bACHUTENbHYIO PaboTy 1 NMPaBoOBYIO NOAAEPKKY MALUEHTOB C
0bbACHEHMAMM NONOXKEHUI HOBOTO M AeiCTBYIOLLEro 3akoHoAaTenbcTsa P®, peryaupyouiero
BOMPOCHI NpefoCcTaBAeHNa MeAMUMHCKON MOMOLUM, IEKapCTBEHHOro obecrneyeHus, a TakxkKe
YyCTaHOB/IeHMA WHBAJMAHOCTM M MNpaB WHBA/JINAOB, OKasblBanAu COAEUCTBME B MOArOTOBKE
obpalleHnit Nno sonpocam 3alLMTbl 3aKOHHbBIX MPaB M UHTEPecoB B OduLManbHbIE OpraHbl U
cynebHble uHcTaHuMu. Kpome Toro, OBLWECTBO OT CBOEro MMEHU FOTOBUAO UM Hanpasnano B
opraHbl rocyfapCTBEHHOW BNACTM W OpraHbl MEeCTHOro camoynpasineHusa obpalleHua wu
3aABNIeHUA [NA pPelleHUsA aKTyalbHbIX npobsieM nauMeHTOB, TaKUX KaK JleKapCTBEHHOoe
obecneyeHune, meaULIMHCKas NOMOLLb, MEAUKO-COLManbHan aKkcnepTmsa. bnarononydatenamu
MHPOPMALIMOHHO-PA3bACHUTENBbHOW PaboTbl M MpaBOBOM noAAepsKKM crtanum 6Gonee 3200
4yesloBEK.

[NaBHbIM AOCTUXEHUEM JAHHOK paboTbl ABUIOCL NosydeHue oT 3amecTuTtensa MuHucTpa
3apasooxpaHeHus Poccuitickor  Pepepauun  odMUMANBbHOTO NOATBEPXKAEHUA MO3ULIUK
OpraHusaumym 0 BO3MOXHOCTM /IbIOTHOro obecneveHus naumMeHToB ¢ bonesHbio bexTepesa,
peBMaTOMAHbIM apPTPUTOM, CUCTEMHOM KPacHOM BOMYAHKOM M pPeBMaTUYECKOW NMXOpagKoit
FeHHO-UHXEHEPHbIMU  MMMYHOCYNpPEecCUBHbIMM Npenapatamu 6e3 npuBA3KM K  CTaTycy
«MHBanuUAy. JaHHaa BO3MOXHOCTb Oblia BbiABAeHa cneumnanuctamu OpraHusauuu B 2018om
rogy. B 2019-om pgaHHas no3uuua Hawna csoe noareep)aeHne y MuHuUCTepcTBa
3gpaBooxpaHenusa  Poccuitckon  ®epepaumn,  Ikcrnepta  BcemupHoW  opraHusauumu
34paBOOXpaHeHUs, B pamKkax pabouero coseluaHua CoBeTa 0OLLECTBEHHbIX OpraHusauuii no
3almTe npas nauMeHToB Npu MuHUCTEpCTBE 34paBooXpaHeHua PO, Accounaumnm peBMmaTonoros
Poccuun. PesynbtaTom paHHON paboTbl SIBUIOCH MOABAEHWE MUCbMEHHOro yKasaHua ot TO
PocagpasHag3opa no Mockse u  MocKkosBckon obnactmi B agpec MuHucTepcTBa
34paBooxpaHeHna MoCcKoBCKoM 061acTi (0TKyga nocTynano Hanbosbliee KoIMYecTso »asiob) u
[enaptameHTa 3apasooxpaHeHua . MOCKBbI O HeobXxogMMOCTM B KpaTyalilne CpPOKU
OpraHn3oBaTb ieKapcTBEHHOe obecneyeHne peBMaTUYeCKMX NaLMeHTOB B YKa3aHHbIX CybbeKTax
denepaumm BHe 3aBUCMMOCTU OT HAIMUUA UHBAZIMAHOCTH.

1.11. B pekabpe 2022 roga OpraHusauums npu noanepKke napTHepos nposena V
Obwepoccuiicknini Gopym € MeXAyHapoAHbIM ydyacTMem nauueHTos ¢ bonesHbio bextepesa u



APYIUX peBMaTU4EeCKMUX MauneHToB B popmaTe BeGMHAPa, NPU3BAHHOTO MPUBAEUYL BHUMaHUE
06LLecTBEHHOCTM K NauueHTam ¢ 60/1e3HbI0 Bextepesa u Apyrux pesmatnueckux 3abonesaHuii
W MOTUBMPOBaTb NlOAEH, MUBYLMX C 6GonesHbio Bextepesa W Apyrumu pesmaTMUeCKUMM
naTtonoruamu, Asuratbca bosnbLue.

ExxerogHas HayuHo-uHGOpMaLMOHHan, obyvyalolas M AMCKYCCMOHHas naolanKa
dopyma npuBnekaeT BHMUMaHME LUMPOKOrO  Kpyra MauMeHTOB C peBMaTUYECKUMMU
3aboneBaHUAMM, MOCKONbKY 3A4eCh TPaAULMOHHO pa3roBop MAeT 0 Hanbosiee BaKHbIX Temax. B
3TOM roZly B 06CYK/AEHWUM KNOYEBbIX BOMPOCOB MNaLMEHTCKOrO coobLecTBa ¢ npeacTaBUTENIMU
OpraHoB rOCYAapPCTBEHHOM BNACTW, MEeAMUMHbI U HayKu MPUHANM yuactue Gonee 1,5 Toic,
Yenosex. LleHTpanbHoii Temoit V dopyma cTana meamKo-coumanbHan sKkcnepTusa B Poccu u B
KasaxcraHe, Tawxe B pamkax ®opyma 6biiv nogseaeHbl utorn LLKon 300poBba  AnA
peBmaTuyecKkmx nauueHTos KasaxcraHa.

1.12.B 2022 rogy OpraHusauusa npofosKuia paboTy no pa3BuTUIO NAOWAAOK Ans
006LLeHNA NALMEHTOR B COLMaNbHbIX CETAX.

Ha 12,6% yBenuunnacb ayautopusa rpynnsl BkoHTakTe (He yuuTbIBas permoHanbHble U
npusaTtHble NJIoWaAkK, YACI0 NOANNUCYMKOB B TaKWUX rpynnax MOXeT BapbuposaTbea ot 5 900 a0
85 vesiosek). 15,2 ThiC. NOCTOAHHbIX NOAMMCYMKOB (+210 MOAMUCUMKOB exemecayHo), 10 Tbicay
YHUKa/bHbIX noceTuTeneil B mecau, 250 Tbic. IPOCMOTPOB 3a NOATOAa; 63 TbiC. NO/Mb30BaTENel
— CPeAHUIN exemecauHblit oxBaT nybaukaumit 3a nocneguue 12 mecaues; 94% ayautopum
cTrapuie 24 net, 92% aygutopum us Poccuiickoii ®epepaumu. s yBe/In4eHnA oxaaTa cTpaTerus
pacnpoctpaHeHus uHbopmauun o pestensHoctu ObLecTsa npeanonaraer ny6auKauum
MAaTHbIX MOCTOB B KPYMHbIX pervoHasbHbiX nabnmkax M coobliecTBax COLMANbHON ceTu
BKOHTaKTE.

KaHnan YouTube. Llenesas ayautopua — nauueHtsl ¢ AC U mux 6au3kue - Ha 21.5%
YBENU4MNACh ayAUTOpMA KaHana, 16,9 TbicAY MOCTOAHHBbIX NOANUCHUKOB (+360 MOAMMUCYMKOB
exxemecayHo), 38,4 TbicaY YHMKaNbHbIX NOMb30BaTesel 3a 3 mecaua; 554 Tbic. npocmoTpos 3a
nocnegHue 12 mecaues, 6,4 MAIH MUHYT MPOCMOTPOB BUAEO; 95% ayauTopuu ctaplue 25 ner,
bonee 83% aygutopun c Tepputopun CHI (65% u3 Poccuiickoii ®epepauun, YkpavHa 10%,
KasaxcraH 4%, octanbHble cTpaHbl CHI 4%).

B 2022 roay OpraHusauusa He Bena CTpaHWULbl B COLMANbHbIX CceTax, MPU3HaHHbIX
3anpeLLeHHbiMu B Poccuu.

CTpaHuua OfHOKNACCHUKM, WCMO/Mb3yeMas B OCHOBHOM CTaplUMM MOKOAEHUEM
ayAMTOpUW HacumTbiBano 1,46 TbicAY MOCTOAHHbLIX NOANMUCYMKOB (85% ayauTopum cTaplie 55
net), kKaHan B Telegram 1,85 TbiC NOCTOAHHbIX NoAMNMCYNKOB.

1.13. B 2022 roay cpeau HOBbIX MPOEKTOB NP NOAAEPIKKe napTHEPOB 3anyLueH NPoeKT
«KoHcynbTaumm no sonpocam MC3I», «OTKpbITaa AUHUAY» B Hosocnbupcke u Csepanosckoin
obnacTu. BeinyLieHo 3 HOBbIX MHGOPMALMOHHbIX mMartepuana no Habopy coLmanbHbIX YCAYT, YTO
AenaTtb nocsie NOCTAaHOBKM PEeBMAaTUYECKUX 3aboNeBaHUI M 4YTO AenaTb MOC/Ae MOCTaHOBKM
dHKUI03UpPpYOLWEero CnoHAuAnTa C NPakKTUYHEeCKMMU cOoBeTamMmM, KakK noaroToBUTbCA K npuemy
Bpaya M 0 Uem CrpocuUTb CBOEro peBmaToJiora.



2. OTHET NO MUCNOJIb3OBAHUIO WMVYLLUECTBA U PACXOJOBAHWUIO CPEACTB
B/IATOTBOPUTE/IbHOW OPTAHU3ALIUN:

OpraHusauusa He nmeeT Ha 6anaHce umyuectsa. Ha Hauano 2022 rofa OCTaToK Lienesbix
cpeacts 1 304 Thic. pyb.

B otuetHom nepuoae OpraHusaumsa noayynna B BUAE NOKEPTBOBaHUM 8 247 Thic. pyb.
BK/IOYaA uHaHcuposaHue PoHAa NpesnaeHTCKUX rpaHTos (2 394 Thic. py6.), 1 638 Thic. pyb. B
BuAe TMpPOLLEHTOB OT [Aeno3WUTOB M OKasaHuAa YCIYr, M3pacxofoBajM Ha MPOrpaMmmHyio
AeATeNbHOCTb 8 247 Thic. pyb., M3pacxof0BaHO Ha CoaepkaHue opraHusaumm 1 649 Toic. py6. Ha
KoHew, 2021 rofa oCTaTOK LieN1eBbIX CPEACTB U CPEACTB OT NpeAnpUHMMaTENbCKOM AeATeNbHOCTH
opraHu3auuu coctasnset 1 727 toic. pyb.

3. BbICLLUM OPrAHOM VYMPABJIEHUA OPrAHU3ALUMK, COINIACHO YCTABY, ABNAETCA
KOH®EPEHUMUA AENEFATOB PETMOHANIbHbBIX OTAE/IEHUMA.

MepcoHanbHbIA cOCTaB BbiCLLIEro opraHa ynpasieHus:
Cutano Anekceit BaagumoBsuy;

Kem dnna MuxainnoBHa;

CaxabyTauHoBa Pamuns 3aiiHyTAMHOBHa;

BeTtposa Onbra BUKTOpPOBHA3;

banawosa MapuHa KOHCTaHTUHOBHa;

OctposepxoBa MipuHa AnekcaHapOoBHa;

Bonobyes Bayecnas HOpbesuy;

UnbuHa AHHa pUropbeBHa;
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Muxaitnos Aptém CepreeBuy;
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. benoycos UsaH Anekceesuy;
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. TepexvHa Py¢dua A3atoBHa;

N
N

. Wectak daHnun MBaHoBUY;
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. 3aliues EBreHnit AHaToNbEBUY;
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. KoHoHeHKo Baagumup Bopucosuy;

N
u

. KopoTkos AHTOH AnekcaHgpoBuy;
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. letyHoBMY Tamapa BnagumunposHa;
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. TkKaueHko AneKkcaHap CtedpaHoBuUY;

N
[0

. Jawwuesa Hatanba JalwimHumaesHa;



29. TuxoHoBa TaTbAHa AHAPEEBHa;
30. Muranko EkatepuHa AHapeesHa.

MpaBneHue opraHusaumm
. Cutano Anekceit Bagumosuy;
. donotuH Nnba AnekcaHgposuy;
. JleoHueHkosa Hatanba KOpbesHa;
Koponesa HOnua BnagumuposHa;
3aiiues EBreHunit AHaToNbeBNY;

S N

benoycosa /lioamuna BuktoposHa.

MpesupgeHT MpasneHus
Cutano Anekceit Bagumosuu.

McnonHutenbHbIi opraH
Aupekrtop LWatanosa Hatanbs BuktoposHa

B 2021 ropy opraHusauua BHecna M3MeHeHMs B CBOV YcTaB, nepepnas bYyHKUMNK
€AWHO/NINYHOTO WCMONIHATENIbHOTO OpraHa BHOBb CO34aHHOW JO/MKHOCTU — [upektopy. Ha
AAHHYIO LO/IKHOCTb Bbina U3bpaHa MHOroONETHUI BONOHTep opraHusauuu Llatanosa HaTanbs
BukToposHa. [domkHocTb lpe3upeHTa 6bl1a 3HAUUTENIbHO OFPaHUYEHa B UCMOJHMUTE/bHbIX
GyHKUMAX U Ha Hee 6bin MepensbpaH MHOrONETHWUI PYKOBOAUTENb OpraHuU3aumu — CuUTano
Anekceit Bagnmosuy. [laHHble U3MEHEHUs MO3BOIMAK BbICTPOUTL HOBYHO CTPYKTYPY BHYTpMU
OpraHu3auuu, Kayectso U GPOHT pPaboT KOTOPOM 3HAUMTENbHO BLIPOC/IO 3a CYET YETKOro
paspesneHns GyHKUMOHaNa, BHeAPEHUA HOBbIX B3MIAAOB Ha ynpaBieHMe opraHu3aumein u
YBE/IMYEHUA KOIMYECTBA MOCTOAHHO AENCTBYIOWMX COTPYAHMKOB U BOJIOHTepoB. B 2022 roay
OpraHusaumsa He BHOCWM/Aa HOBbIX M3MeHeHWIt B Ycras, Llatanosa Hatanba BuKTOpOBHa
npofomxuna paboty B KauvectBe AupekTopa OpraHusaumm, Cutano Anekceit Baaumosuy
npoao/xun paboTy B KauecTse npesuaeHTa OpraHu3aumum.

4. NEPEYEHb, COCTAB U COAEPXAHUE B/IATOTBOPUTE/IbHBIX MPOrPAMM, NMPOBEAEHHbIX
OPrAHU3ALUEM:

B oTueTHOM rogy OpraHusaumsa peannsosbiBaia cieaytolwme Nporpammbl U NPOEKTbI:

1. «lWkonbl gna naumneHToB c 6one3Hbio bextepesay.

Cepua nekumin BeayLmMx pocCMMCKUX PeBMaTOIOrOB 0 3a601eBaHnM, ero 0CobeHHOCTAX,
MeToAax MeANKaMeHTO3HOro J1IeYeHUA U HeMedMKaMeHTO3HbIX crocoboBs npo,u,n‘eHwn pemuccumn
N COXpaHeHWnA NOABUMHOCTU B CyCTaBaxX B COYETaHUM C MPAKTUYECKMMU 3aHATUAMMU nedyebHOo
du3KynbTYpOit B pernoHax PO. NoaaepskaHa PoHgom npeah,u,eHTCKmx rPAHTOB YeTBepPThIN rog,
nogpaa,.

LIE/Ib: noBblleHNe KayecTBa KM3HU NaLMEHTOB Yepes NoBblleHUe OCBEJOMAEHHOCTU O
3abonesaHuy, MeToAax CaMOAUArHOCTUKM, NPOGUNAKTUKM, a TaKke HOPMUPOBAHMS
NPUBEPKEHHOCTU 340POBOMY 06Pa3sy *KU3HU 1 0BydeHne JOCTYNHOM GU3NYECKON aKTUBHOCTMY.



C 2014 r. Opranusauusa nposena 6onee 50 3aHaTui LLkonbl 8 42 pernonax Poccuu, mux
y4acTH1Kamu ctanun okono 3700 naumeHToB. B pesy/ibTaTe 3aMeTHO BbIPOCNa OCBEAOMIEHHOCTb
naumeHToB 06 ocobeHHOCTAX 3a60/1€BaHNA U COBPEMEHHbIX MeTOoax SIeYeHUs, BbIPOC YPOBEHb
MPaBUNbHOTO KOHTPO/IA CBOEr0 COCTOAHMA. PeanusyeTcs MpuM HayyHOM, MeTOAMYECKOn U
OpraHu3aLMOHHON MOAJEPIKKE PYKOBOACTBA MU cneunanuctos PIrbHY HU  UHctuTyTa
pesmatonorun um. B.A. HacoHosoit u Obuepoccuitickoit OBLLECTBEHHOI opraHusaLuum
«Accoumnauus pesmatonoros Poccum». Mo uToram Kamgoro saHaTus LLIKOAbI B pernoHax
pacnpoctpaHAeTca MHPopmauua o aeaTenbHocTM ObLiecTBa M ero NapTHEPOB, aKTUBHble
MaLMeHTbl BKOYalOTCA B paboTy B KauyecTBe TPEHEPOB-BOJIOHTEPOS, co3fgatloTca oTaeneHus

Obuwectsa, 6narofapa Yemy naLMeHTbl BOBEKalOTCA B aKTUBHYIO A,eATeNbHOCTb MO YAYYLIEHWIO
KayecTBa XXU3HU.

Ha 3aHaTuax LUkosbl BegeTca BMAEO3anuch NeKumii, KOTOpble pa3smeLlaloTca Ha calite
ObLwecta 1 nonynApHbIX UHTEpHeT-pecypcax B becnnatHom poctyne. ®opmat LUKonbl —
COHeTaHue Teopumn M NPaKTUKU: CeMUHAPp (BbICTYN/IEHUA PEBMATO/NOrOB, IKCNepToB, 0bLeHme;
npakTnyeckune 3aHaTna JIOK nog pykoBoACTBOM ONbITHOFO MOCKOBCKOTO meToaucra).

2. Mporpamma «Mo6unbHoe npuioxeHue ASpine».

PaspaboTka u BHeApeHMe MOBMABHOFO MNPUONKEHUS, obecrneynBaloLLEro KOHTaKT
MAaLMEHTOB 1 peBMATO/I0rOB, Aalolliee BO3MOXHOCTb AUCTAaHLMOHHOFO MOHUTOPMHIA COCTOAHMA
nauueHTa 8 11060 Touke Poccuu (Ana ycTpoiicTs Ha 6ase Android u i0Os)

LLE/Ib: obecneueHne BO3MOMKHOCTM NaLMeHTaM MOCTOAHHOIO MOHUTOPUHIA CBOEro
COCTOAHMA, AOCTYNHOCTU ANA MANOMOBUbHBIX NALMEHTOB U XUTeNeil OTAANEHHBIX pervoHos
P® NocTOAHHOrO KOHTaKTa C peBMaTo/IOroM.

MobunbHoe npunoxeHune «ASpine» co34aHO, uTOGbI KaXablh MauueHT mor
CaMOCTOATENIbHO KOHTPO/IMPOBaTh COCTOSHMUE CBOETO 3/10POBbs U MPU NEepBoit He06X0AUMMOCTH
CBA3bIBATLCA C 1eHallMM BPaiOM AUCTAaHLMOHHO. Micnonb3oBaHMe NPUAoXKeHUs NO3BOUT CHATb
4aCTb KOJIOCCA/IbHOM HArpyskyM CO CMEeLWaNuCTOB M YAYYLIMTL KOHTPO/b Je4eHUs BOJbHBIX
CNOHAMN0APTPUTaMU. 3TO 0COBEHHO aKTya/lbHO A/ PEerMoHoB Poccuu, rae HemoCTaTOYHO
peBMaTo/10roB.

ASpine - 370 UM$POBOI NOMOLLHUK /15 MALMEHTOB, KOTOPbII BKAIOYAET B ceb HECKO/TbKO
TEXHO/IOMMYECKUX PelleHU:

® npuaoXeHue ANA NauueHTa;
® rnporpamma, KOTOPOW MO/Ib3yeTcA pPeBMaTo/ior AAA MOHUTOPUHIA  aKTUBHOCTM
3abonesaHna U GyHKLMOHALHOIO COCTOAHUSA MALMEHTOB.

lMauueHTCKan YacTb BKOYAET B cebA KOHTPO/Ib BbINOMHEHUA PEKOMEHAALMN MO NedebHOI
GU3KyNbTYpe, Npuemy NeKapcTBEHHbIX NpenapaToB M AaeT BO3MOMHOCTb HaxoaAuTbCa Ha
MOCTOAHHOM CBA3M C /IeYALLMM BPAYOM.

B 2021-om roay ®Ir6HY «HUWP um. B.A.HacoHoBOW» Hauan ,u,opa6aTi:|BaTb cucrtemy ASpine,
cosfasas 610K Ana paboTbl Bpaya € AaHHbIMM NaLMEHTOB.



B cBA3M c naHgemuelt KOPOHaBUPYCHOMN UHEKLMU, POCT pernctpauuii B cucteme ASpine
yBenuuuaca. Konnuecrso akTMBHbIX Nosib3oBaTenen coctasnaeT 2500 yenosek. O6beKTUBHbIMU
npenaTcTBUAMU ANA Aa/bHEWLIero pasBUTUA MPOEKTa ABMAETCA: OTCYTCTBUE MOHETU3aLUKn U
OTCyTCTBME onaaTbl Bpayam (paboTa Ha 3HTyauasme). B cayyae npeosoneHnsa AaHHbIX
NPenATCTBUNA CUCTEMa UMEET APKO BblPaXKEHHbIM NOTeHUMan.

3. «AKTUBHadA XXU3HbY» - nonynsapusaLusa nevebHo pU3KyAbTYpbl U 300poBOro ob6pasa
KU3HU cpeau nauueHToB ¢ 6one3Hblo BexTepeBa».

LE/Ib: lMoBbilweHne KayecTBa KM3HM MaUUEHTOB C 6osie3Hbio bexTepesa u Apyrumu
XPOHUYECKUMWU peBMaTUYECKMMM 3aboieBaHUAMMK Yepes MoBbileHNne MHPOPMUPOBAHHOCTU U
peanusaumio NPpoPuNaKTUHECKUX nporpamm u metoamk JIOK, HanpasBieHHbIX Ha coxpaHeHue
300pOBbA NauUMeHTOB, ObyyeHue crocobam COXpaHeHUsA aKTUBHOro obpasa MXU3HU W
TPyAocnocobHOCTH, 3ame/ieHus NporpeccupoBaHmns 3abosiesaHus.

[MpoeKT BKAOYan MacTep-KaAaccChbl, BKAOYAKOLLME TEOPUIO U NMpPAKTUUYECKUE 3aHATUA MO
APYrvMMU peBMaTUYeCKUMU 3aboneBaHUAMU.

4. «PaHHAA puarHocTuka 3aboneBaHUs Yepes UCNONb30oBaHUE MHEPOPMALUOHHbBIX
TEXHOJIOFUIA U KOHTEKCTHOM peKiambi».

cneuManbHOMY Kypcy neyebHoi GU3KyabTypbl A5 NaLMeHToB ¢ 6o1e3Hbio bextepesa u

LLE/Ib: npepoTBpalLeHne UHBAaNUAN3ALMMN MOOAbIX MALMEHTOB Yepes CHUKEHUE CPOKOB
MOCTAaHOBKM AMArHO3a C UCMO/1b30BaHMEM KOHTEKCTHOM M MeZMIHOM peKkiambl.

Mporpamma peanusyeTca Npu Hay4yHOI, METOAUYECKON 1 OPraHU3aLMOHHOM NoAAepIKKe
pykosoactsa u cneumanuctos ®rbHY HU UHctutyTa pesmatonorum um. B.A. HacoHoBsoij,
Obwepoccuiickoit O6LLECTBEHHOM OpraHM3aumm «Accoumalmsa pesmartosioros Poccum».

Mporpamma npegcrasaseTr coboil MeponpuATAA MO MOWUCKY 4Yepe3 KOHTEKCTHYI U
MeauiHYlo peknamy ntogelt ¢ 6onbto B CnMHE M cycTaBax. Yepes peknamy nosib3oBaTtesib
WUHTEPHET NepexoauT Ha caitT bbehtereva.ru, npoxoauT TecT Ha BocnanuTeNbHbIN Xapaktep-6oau
(MmexkgyHapoaHbIii TecT). B ciaydae MOIOMUTENbHOrO pe3ynbTaTa NauMeHTy npeanaraercs
NnoceTUTb peBmaTosora.

CoKpalleHne BpeMeHM TMNOCTaHOBKM AuarHo3a MNOMOXET mnauueHTam c 60/e3Hbio
BexTepeBa HayaTb CBOEBPEMEHHOE JieYeHWe, COXpPaHUTb Ha bGonee AAUTENbHbIA CPOK
MOMHOLEHHYI0O TPyAOCNOCOOHY0 XU3Hb 6e3 uHBanuausaumm. OAHOBPEMEHHO, paHHAS
ONArHOCTUKa — 3TO COKpallleHUe pacxo[oB Ha JieYeHUe TaKMX MaluMeHTOB, YTO NOATBEPKOEHO
nccnepgosaHuem NHCTUTYTa 9KOHOMUKM 3apaBooxpaHeHmna HAY BLLS.

Ana  yaydweHua cuTyauuum C  BbIABAAEMOCTbIO  aHKMIO3UPYIOLWEro CrnoHAMAuTa
HeobxoAMMO NMpUCTaNbHOE BHMMaHUe K ntogam Bospacte Ao 40 net, ocobeHHo — ¢ bonamu B
CnuHe 1 cycTaBax. B aToli Lenesoi ayautopum Hanbosee BbICOKa A0/19 aKTUBHbIX NONb30BaTeNel
cetn UHTepHeT. CornacHoO OTKPbITbIM AaHHbIM AHAEKCa, NPOHUKHOBEHME UHTepHeTa Ha KOHel,
2015 ropa B Mockse coctasnsaeT 79% ot Bcero HaceneHus, CaHkT-MeTepbypre - 78%, KasaHu -
72%. ITO O3HayaeT, YTO B 3TUX PErnoHax No/ib30BaTE/NI MU MHTEPHETA MOXKHO CUYMTaTb
npaKTU4yecku Bcex kutenehr mnagwe 40 5eT, KOTOpble COCTaBAAT LENEBYH ayAUTOPUIO
NpoeKTa.



5. «Touka onopbl» - MNCUXONOTMYECKass peabunuTauMoHHaa nporpamma Ans
MauMeHTOB U MeAULMHCKUX PabOTHUKOB.

B 2021 r. OpraHusauua 3aknaoumna CornaiueHue o coTpyAHudectse ¢ ABTOHOMHOM
HEKOMMepYEeCKom opraHmsauum «bnaroTBopuTenbHbIN LeHTp peannsaunu
MCUXONOTNYECKON peabunuTauMoHHOM MpPorpammbl MalMeHTam, POACTBEHHMKAM U
MeanuMHCKUm paboTHukam "OMOPA"» ( ganee - AHO «OMOPA»). B pamkax CornalueHus
OpraHusauma n AHO «OMOPA» peanusytoT COBMECTHbIN MPOEKT MO MCUXOJI0rMYECKOM
noaaepkke «Touka onopbi». B 2022 rogy OpraHnsauma NpoAoaKUAO COTPYAHUYECTBO C
ABTOHOMHOI HEKOMMEPYECKOW opraHu3auuu «biaroTBopUTeNibHbINA LEHTP peanmnsauum
MCUXONIOTUYECKON peabunuTauMoHHOW Nporpammbl MauueHTam, POACTBEHHMKAM U
MeaMUUMHCKUM paboTHukam "OMOPA"» ( ganee - AHO «OMOPA»).

Llenb npoeKkra A/1A NaLMEHTOB: MOBbILIEHWE KAYecTBa KU3HM MaLUeHTOB ¢ 60/e3HbIo
bextepesa u papyrumun peBmatuyeckumu 3aboneBaHUAMM NYyTEM MPOXOMKIAEHUA
crneunannsnpoBaHHo MCUXONOTUYECKOM peabuanTaunuoHHoM nporpammbl,
HanpaB/IeHHON Ha y/ydlleHne 3MOLMOHANIbHOTO COCTOAHUA; MOAAEPKKY U MOMOLLb B
npeofosieHUn TPeBOrn, CcTpaxos; obyyeHMM cnocobam OBNaJEHUA CTPECCOM U
HaxoXJeHnem pecypcos pana 6opbbbl 3a CBOE 340poBbe; GopmMUpoBaHUE U
nogjep>aHnme MOTUBALMU K MPOXOXKAEHUIO sneyeHus; obecneyeHue ycnosma Ans
MOJHOLLEHHOMN MCUXONOTUYECKOW peabunutaumm u obLLero yayylieHns CamouyBCTBUS;
npeoAo/ieHNe CNOXKHOCTU B CEMEMHbIX B3aMMOOTHOLLIEHUAX, B 0BLLLEHUN C MeANLMHCKUM
nepcoHanom, pabounm KONNEKTUBOM, APY3bAMU.

Lenb npoekta pna MeOMUMHCKUX pPabOTHUKOB: MOBbIWIEHWE KauyecTBa MKU3HU
MeAMULMHCKMX  paboTHMKOB B chepe peBMAToONONMU  MyTEM  MPOXOXKAEHUA
crneuvanmManpoBaHHoOM MCUXONOTUYECKO peabunuTauMoHHOM Nporpammbl,
Hanpas/€HHOI Ha NOMOLLLb B 60pbbe HeraTMBHbIMU NPOABIEHUAMU NPOPECCUOHANTBHOTO
M SMOLLMOHAIbHOTO BbIrOpPaHus.

OpraHusauma oKasbliBaeT MOMOLLb U NOAAEPIKKY Ha Tepputopumn Poccumn, npoekt «Touka
Onopbl» peann3oBbiBasCA € MNOMOLLbIO AUCTAHUMOHHOTO B3aMMOAENUCTBUA C  Le/ieBbIMU
rpynnamu npoekKTa, 4To NO3BOJ/IUI0 BHE 3aBUCUMOCTM OT reorpadpmuyeckoro NoNoXKeHns Noay4YuThb
Heobxoaumyo nomoup. PeabunurtaumoHHas ncuxosorMyeckas nporpaMmma BK/OYaeT B ceba
AECATU HefesbHbI KypC, 3aHATUA NPOXOAAT KaK B UHAUBUAYANbHOM NopAAKe, Tak U B MUHU-
rpynnax 4o 8 4enoBek.

6. «PamMOTHbIA nNauUeHT» — UHPPACTPYKTYPHbIA MPOEKT, HanpasBiAeHHbIX Ha
npoceeleHne U UHGopMUpPOBaHUE NaLMEHTOB ¢ 6one3Hblo BexTepesa u Apyrumu
peBMaTM4ecKUMKU 3a60/1eBaHUAMM uepe3 HaBblKM M MHCTPYMEHTbl, KOTopble
HeobxoAuMbl, YTO6bl NOMOYb YBEPEHHO XUTb C 3TUMM 3aboNeBaHMUAMM.

LE/Ib: nosbllweHMe KayecTBa XW3HW MNaUMEHTOB 4yepe3 MOBbllLIEHWUE OCBEAOM/EHHOCTU O
3abonesBaHnn, MeToZax AUArHOCTUKM U CaMOAMArHOCTUKM, NPOPUNAKTUKM, NeYEHNA, a TaKKe
dbopmupoBaHMA NPUBEPKEHHOCTU 340pOBOMY 006pasy XusHu, obyyeHue [OCTYNHOWM
bun3nyecKom akTUBHOCTU, NPABOBOM FPAMOTHOCTH, OCO3HAHHOCTU POAUTE/LCTBA.



B noptdene «lpamoTHoro nauymeHta» OpraHusauMm nporpamMmma CaMOKOHTPOAA [AaloLias
nauuMeHTamM HaBblKM W MHCTPYMEHTbl, KOTOpble Heobxoaumbl, 4TO6bl MOMOUYb YBEPEHHO
CNpaBAATbCA CO CBOMMW CMMNTOMAaMW, 5 cneuuanusmMpoBaHHbIX 3NEKTPOHHbBIX U MeyaTHbIX
maTepuanos, anpobuposaHHbix 6onee yem Ha 40 LLIKoNax NaLuUeHToB, NOAKPENNEHHbIE LIUKIOM
AUCTaHLMOHHbBIX KypCOB, BUAEO-YPOKOB, BEOMHApOB.

Kaxaplt 13 cneuuannsmMpoBaHHbIX SNEKTPOHHbIX WM MEeYaTHbIX MaTepuancos perynapHo
obHoBAAIOTCA, TaK, K TPUMEPY, MaTepuan no nevyebHol GU3KyAbType U3HayabHO COCTOSA U3 16
CTPaHuL, CO BpemeHeM maTepua Bblpoc 40 64 CTpaHuLL, a HoBble ynpaXkHeHUs Ao6aBNeHHble B
KOMIMJIEKC COMPOBOMAAOTCA 3anNMCaHHbIMU BUAEO-ypOKamu, DVD-OMCKamMM C  3anucamu,
pasmMellleHnem YPOKOB Ha OPULMANBHBIX UHTEPHET-pecypcax opraHu3aLmm.

Ha cerogHAwHMIA feHb «pamMOTHbIN NauueHT» BK/AOYAeT B cebs crneumanm3npoBaHHble
maTepuanbl MO MNCUXOAOTUYECKON MNOoALEPIKKe, MO MEeAMKO-COLMaNbHOM 3KcnepTuse, Mo

neyebHoit GU3KyNbTYpE, MO MAAHUPOBAHUIO CEMbU, MO JbFOTHOMY J1I€KapPCTBEHHOMY
obecrneyeHuo.

Mpe3eHTauun MaTepmrana Mo NbrOTHOMY JieKapCTBEHHOMY obecneyeHuto npoxoauna Ha Xl
Hay4YHO-NpaKkTM4yeckon KoHdpepeHuun «ObLLeTepaneBTUYECKME acreKkTbl PeBMaToNornm» U
JKcnepTHOro 3acefaHuAa rnasHbix pesmaTtonoros COO B Hosocubupcke. [peseHTauums
MaTepuana no MeamKo-COLMaNbHOM 3KCMepTU3e NPoxXoanio Ha OAHOM U3 LUKAe BeOUHApPOB,
NOCBALLEHHbIX TeMe UHBANNAHOCTY.

MaTtepuanbl MO NCUXONOTMYECKON MNOAAEP)KKE U NJIAaHMPOBAHUIO CEMbU MPE3eHTOBa/IUCL B
pamMKax AUCTaHLMOHHBIX KYpCOB, MPOXoAMBLUMX B TeyeHue roga. B 2022 roay OpraHusauus
BbIMYCTWU/IO TPY HOBbIX MaTepuana, Nno Habopy coumnanbHbIX YCAYT, YTO AenaTb Noc/sie NOCTaHOBKU
peBMaTUYeCcKMX 3ab0neBaHM U YTO AeNaTb NOC/e NOCTAaHOBKM aHKUI03UPYIOLWEro CoHAUAUTa
C MPaKTU4YeCKMMMU COBETaMU, KakK MOoAroTOBUTbCA K MpuMemy Bpava U O YemM ClpOCUTb CBOEro
peBmaTosiora.

5. COLEPXXAHWE U PE3Y/IbTAT AEATE/IbHOCTU BIATOTBOPUTE/IbHOM OPTAHU3ALIUU
3A OTYETHbIM NEPUOA;

Llenb peanusyembix nporpamm v NPOeKToB: [10BbileHNe KauecTBa KU3HU NaLUEeHTOB C
bonesHbio bexTepeBa M OPYrMMU XPOHUYECKUMWU peBMaTUUYecKumMu 3abonesaHusmu yepes
pacrnpocTpaHeHue nHGopMaLUn 1 peannsauuio NnpodunakTMYecknx nporpamm n metoguk JIOK,
HanpaB/ieHHbIX Ha COXpPaHeHUe 340p0BbsA MaLMEHTOB, 0byyeHne aKTMBHOMY 0bOpasy »KU3HU U
yMeHbLLEeHUe NporpeccupoBaHus 3abonesaHus.

3agaumn, pellaemble paMmKax peanusauum:

- pacnpocTpaHeHue yepes y4lunx peBmartosioros Poccuiickoit PepepaLin HayUHbIX 3HaHWUA
1 nonynapHoi nHbopmauun o 6onesHn bextepesa, OCNOKHEHUAX, Ucxoaax 3abonesaHus,
meTogax 6opbbbl ¢ Hegyrom, cnocobax JOCTUNKEHUS pemuccum, cnocobax npoduaakTUKm
obocTpeHuii;

- nonynapusauma ne4yebHON PpU3KyNbTYPbl KaK OCHOBHOTO HeMe[MKameHTO3Horo crnocoba
coxpaHeHus GyHKUMI CyCTaBoB;



-  MOBbIWEHME YPOBHA CAMOCTOATE/IbHOIO KOHTPO/IA MaLMeHTa 33 akTUBHOCTbIO 3abosieBaHMA
C UEenblo CBOEBPEMEHHOTO MPUHATUA Mep B Cayyae HebaronpuAaTHOro MPOrHosa
3abosieBaHUs;

- CHWXEHMe CPOKOB [AWArHOCTMPOBAHWUA aHKUAO3Upylolero cnoHaunauta (6onesHu
BexTtepesa) yepe3 Mcnosib3oBaHWE LUMPOKOrO CMeKTpa MporpaMm U UHCTPYMEHTOB AN
CHUXXEHMA YPOBHA MHBANMAMN3ALMM NaLMeHTOB ¢ 6one3Hbio bexTepesa;

— y4yacTue B IKCMEPTHbIX, COBELLATE/IbHbIX W WHbIX KOJJIErnasibHbiX OpraHax CUCTeMbl
3apaBooxpaHeHua PO 1 pernoHoB, opraHoOB UCMONHUTE/IbHOM M 3aKOHO4aTeIbHOM BAacTei
P® un pernoHos ana obecneyeHna NOCTOAHHOIO AMasora ¢ NaLMEeHTCKUMU OpraHu3aLamm
N NPUHATUA PELLUeHUI C Y4eTOM UHTEPECOB MaLMeHTOB;

- obecneyeHne [OCTYMHOCTM U TOBbILIEHWE KayecTBa MEAMUMHCKON MNoMowWwm 1
NeKapcTBeHHOro obecrneyeHns NaLMEHTOB Yyepe3 B3aMMOAENCTBME C OpraHamm CUCTeMbl

3[,paBOOXPaHeHNA, a TaKkKe pasBUTUE W MPUMEHEHMEe WMHHOBALMOHHBIX NPOrpaMmm u
WUHCTPYMEHTOB.

B pe3synbTaTte peanunsaumm NPOEKTOB OpraHuU3aLum:

1. YBenuumnacb ocCBefOMIEHHOCTb HaceneHus PO o 6onesHu bextepeBa U ee
CUMMNTOMaX, YTO CMOCOBCTBYET COKpPaLLEHUIO BpeMeHU AUMArHOCTUKN 3aboneBaHuA, CHUNKEHUIO
YPOBHA UHBANNAM3ALMMU NALNEHTOB U COKPALLEHUIO BIOAKETHbIX PaCcX040B Ha IeYeHUe.

2. YBe/INUMIOCh KOZIMYECTBO pPerMoHanbHbix oTaeneHuit Obuiectsa B3aMMONOMOLLY NpU
bonesHn bextepeBa, YTO CNOcobCTBYEeT aKTMBM3aUMWM MALMEHTOB B BOMpocax obecrneveHus
KayecTBa JKWU3HU, MEAMUMHCKOM MOMOLLM U JIeKapCTBEHHOro obecneyeHus, a TaKxe
AaNbHeNWeMy MOBbIWEHUID YPOBHA MHPOPMUPOBAHHOCTM MALUEHTOB M UX BOBNEYEHUA B
npodunakTUYeckue u 300posBbecbeperatolLme NporpaMmmel.

3. Pacwmpunocb npumeHeHWe MeETOAMK cneuuanbHoro kKypca JI®K, yto BauaeT Ha
MOBbILIEHNE KayecTBa XU3HU MALMEHTOB, CHUXKEHMEe AO0NU HEeTPYAOCMOCOOHbIX MaLUEHTOB,
cTpagatowmx bonesHbto bextepesa, B Bo3pacte ao 40 nert.

6. CBEOEHUA O HAPYLUEHUAX, BbIABJIEHHbIX B PE3Y/IbTATE T[POBEPOK,
NMPOBEAEHHbIX HAJTOFTOBbIMW OPTAHAMMU, U MPUHATbLIX MEPAX MO NX YCTPAHEHUIO:

HapylueHuii B pe3ysibTaTe NPOBEPOK He BbISBNEHO.

Oupektop MPOBOU «O6LLecTBO B3aMMOMOMOLLY NpK 60ﬂe3‘HVI bexTepeBa»
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