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OTHET
0 AeATe/IbHOCTU MeKpermoHaibHoM o0bLecTBeHHOW 61aroTBOPUTENbHOM OpraHMn3aLmnm
nHeBannaos "Ob6LecTso B3aumonomolum npu 6onesHn bexrepesa" 8 2016 roay.

MepermoHanbHaa obLllecTBeHHas 6narotBoputenbHaa oOpraHM3aums WHBaAANAO0B
"ObuwectBo B3aMmonomowm npu 6onesHn Bextepesa" (manee — OpraHusaums), aBaaeTcA
61aroTBOPUTENIbHOM OpPraHn3auuMii U OCyLLEeCcTBAAET CBOK AeATe/IbHOCTb B cOOTBETCTBUM ¢ 3
«O 6n1aroTBOPUTENBHOMN AEATENBHOCTU W 6N1AaroTBOPUTENbHBIX OPraHN3aLMAXY.

1. OTueT 0 AeATeNbHOCTU:

1.1.B 2016 rogy OpraHusauma npu noageprkke WMHCTMTYTa pesBmatonormm m Accoumaunm
pesmatosnoros Poccum nposena 6 LKon pna nauueHTos, cTpagatowmx 6onesHbto bextepesa
(aHKMno3Mpytowmit cnoHamnunT): B Kemeposo, Hosocnbupcke, Tyne, BopoHexe, benropoge, Mockse.
MauMeHTbl M3 NepBbIX YCT Ay4lWMX peBmaTosioroB Poccuiickon depepauumn noayunam Heobxogumble
cBefeHna o 3aboneBaHMM, yCAbIWAAM PEKOMEHZAUUN O NPaBuUAbHOM obpase XWU3HW, COBPEMEHHbIX
MeTofax 60pbbbl ¢ Heayrom M ero nocneacTsuAMM, sedyebHon OU3KYNbType, O BO3MOMKHOCTAX
CaMOCTOATENbHOTO KOHTPOAA 3aboneBaHuA.

1.2. OpraHuM3aumsa nponaraHAMpyeT 340pPO0Bbl 06pa3 KU3HWM, AKTUMBHOCTb M CNOPT AN
nHBannaos. B Mockee n HoBocMBUpPCKE aKTUBUCTbI OPraHM30BaNM 3aHATUSA CKAHAWHABCKOM Xo4bboMW,
KOTOpas peKomMeHAayeTcA nauueHTam ¢ bonesHbio bextepesa.

1.3. OpraHusauma nNpuHANa y4vactMe B 3 MeXAYHapoAHbIX meponpuatvax. [Ba u3 HUX
coctoanuce B8 LUseliuapum n Utanuum, Kyaa 6b1an HanpasaeHbl NPeACTaBUTENN OpraHu3auuun. TpeTbe
COCTOANOCH MPWU HenocpeacTBEHHOM y4vacTum ObuiectBa B3ammonomowy npu bonesHn Bextepesa B
MockBe: 6-9 okTAbps 2016 roga npoxoamna KoHdepeHums ASIF  Council Meeting 2016
(ASIF)MexayHapogHoii depepaumMyM NaUMEHTOB, CTPaAAlOWMUX aHKUAO3ZUPYIOWMUM  CMOHANANTOM
(Ankylosing Spondylitis International Federation).OaHnm M3 OpraHM3aTopoB KOHbEepeHLMU BbICTYNUIO
Poccuiickoe obuwectso B3aumonomolm npu 6onesHn bextepesa. B pamkax KoHdepeHUMN YYaCTHUKM



06CyaMnn NyTU yAy4yleHUA KayecTBe KM3HM NnaumeHToB ¢ bonesHbto bextepesa B Poccun m mmpoBoi
npakTuKe.

B paboTte kKoHdepeHUMM NpuHAAK yyacTue bonee 150 4yenoBek, M3 KoTopbix 70 MauMeHTbl U
yneHbl ux cemen, us 20 ctpaH mupa: Poccun, Kanaabl, Bennkobputanum, FepmaHun, Kutasa, AnoHuu,
ABCTPanMmM N MHOTUX APYrUX.

3amecTuTenb AMPEKTOpa No Hay4yHol paboTte NHcTUTYTa peBmaTtonornm LLaHaop Ipaec, a TakxKe
COTPYAHUK WHCTUTYTa peBmatonorMm TaTbAHa [ybOWHWHA O3HAaKOMWAM YYAaCTHUKOB C COCTOAHMEM
NPodUNaKTUKM U nevyeHus 6bonesHuM bextepea B Poccun. MupoBOit OMbIT MNPOTUBOCTOAHUSA
3aboneBaHuMIo NpeacTaBUAN yyeHble u3 MopTyrananmn n Typumu.

1.4. OpraHuzauyma uHUUMUPOBasa paboTy MO CcO34aHUD  MOOMABHOIO MNPUIONKEHUS,
NMomMoraloLwero nauMeHTam OpPUMEeHTMpOBaTbCA B 00/IE3HM WU cucTemMe 34paBooxpaHeHus. Bnarogaps
OAHHON aKTMBHOCTW, OpraHWsauMa MOBbICU/IAa MHTEpPec K CBoel paboTe CO CTOPOHbI KOMMAHWM,
3aHMMaloLWMXCA NPOorpaMmmMmmnpoBaHnem 1 paspaboTkoi MHGOPMaALMOHHbIX CUCTEM B 34PaBOOXPAHEHMUN.
Hawwn HapaboTKM 1 Noaxoabl K KOHTPO/IO 3ab601eBaHNUs ABASIOTCA aKTyalbHbIMKU U BblIN NpeacTaB/eHbI
Ha WKo/ax ANA NauMeHToB, Ha BbicTaBke MeacodT 2016.

1.5. OpraHusauus npogonxuna ydyactve B CoeTax Mo 3alMTe npas NauMeHTOB NpU opraHax
3apaBooxpaHeHuns B Kanyskckolt obiactn n Pecnybauvke Yysawums.

1.6. OpraHusauma npuHMMana ydyactme B 3acefaHuAx JKcnepTtHoro Coseta no
cnoHgunoapTputam npu  Accoumauum peBmatonoros Poccun. Ha  paHHbIX  meponpuAtvMax C
npeAcTaBUTeNs MU NALMEHTCKOIO ABUKEHMA 0OCYKAat0TCA BOMNPOCH! AMArHOCTUKM, TEYEHNA U KOHTPOAA
3aboneBaHus.

2. OTyeT NO MUCNO/JIb30OBAHUI0O MMYLLECTBA M PacXOf0BaHUIO cpeacTs 61aroTBOpUTENbHOM
opraHusauum:

OpI'aHM3aLl,MFI He MMeeT Ha banaHce nmyuiecrsa.

B oTtyeTHOom nepuoge OpraHusauma nonayyunna B Buae noxeptsoBaHui 3063 Tbic.py6., 46
TbiC.py6. B BUAE NPOLEHTOB OT AEMN0O3UTOB, M3 KOTOPbIX M3pacxogoBana 2683 Tbic.pyb. Ha KoHey, roga
OCTaTOK CPeAcTB Ha cyeTax opraHusaumm coctasnset 881 Toic.pyb.(MmetoTca obasaTenbcTBa, onaarta no
KoTopbim ByaeT nponcxoautb B 2017om roay).

3. BbicLUMM opraHOM ynpaBAeHUA OpraHu3auum, cornacHo ycrasy, asnsetrca KoHdepeHuuma
OeneraToB perMoHanbHbIX OTAeNeHuH

MepcoHanbHbIN COCTaB BbICWErO OpraHa yrnpaBaeHusa:
Cutano Anekceit Bagnmosuny;

bocTtbiHey, MNanma CasapoBHa;

CaxabytanHoBa Pamuns 3aliHyTANMHOBHaA;
LUbibynésa Onbra BUKTOPOBHa;

AkoBnesa MapnHa KOHCTaHTMHOBHA;
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OctposepxoBa NpnHa AneKkcaHgpoBHa;



7. lpuwan Oner BUKkTOpPOBUY;

8. NnbuHa AHHa MpuUropbeBHa;
9. Mwuxainos Aptém Cepreesuy;
10. [enHeHKo BAyecnas Hnkonaesuy;

11. NoTuy, Cepreit Buktoposuy;
12. Cupoposa CeeTnaHa HunosHa.

4. MepeveHb, COCTaB W coAepyKaHue 6naroTBOpUTENIbHBIX NPOrpPamMmm, MNPOBeAEeHHbIX
opraHusauuei:

B otyeTHOM rogy OpraHusauma peanr3oBbiBasa NPOrpaMmbl:

1) «lWKonbl anAa nauneHToB c 6onesHbio bexTepesay.

OnucaHne Nporpammbl:

Mporpamma npegycmatpuBana perynspHble CcobpaHMA MNauMEeHTOB, HA KOTOPbIX
NPUCYTCTBOBA/IM  COTPYAHUKM  UHCTUTYTa  peBmatonorum.  Cneumanuctol  UNHcTUTYyTA
PEBMATONOMMN MPOBOAUAN NEKLMM HA TeMbl, Kacalowmeca 6onesHn bextepeBa M KoTopble
6b11M Hanbonee MHTepecHbl NaumeHTam. IHTepec NauMeHTOB K TON MW MHOMN TeMe BbIABAACA
C MOMOLLbIO OHIAH rO/I0COBaHMUI Yepes CoLMaNbHbIe CETU — TEMbI, NOyYMBLUNE BONBLUIMHCTBO
ronocos nonb3osatenein, obcypganuce Ha LLKone ana naumeHToB, COTPYAHUKM WNHCTUTYTa
PEBMATONOMMM YNTAIN NEKLLUWN HA 3TN TEMbI.

2) «JInyHbIN KabuHeT NnaumeHTa, cTpagatoulero 6osie3Hblo bextepesa»

OnucaHune Nporpammbl:

Mporpamma npepycmaTpmBaeT co3faHMe MOOUABbHOFO NPUIOMNKEHUA, NPU3BAHHOMO

NOMOYb NALNEHTY OPUEHTMPOBATLCA B 6ONE3HM U CUCTEME 34PaBOOXPAHEHUA.

3) «Monynapusauma nedyebHoM GU3KYNbTYPbI U 340POBOrO 06pasa KMU3HWU cpeam

naumMeHTOoB, CTpajatowmx 6onesHoto bextepesa»

Ha od¢uumanbHom KaHane Ha Youtube O6uiecTBa BblIOXKEHbI YMNPAXKHEHUA MO
NeyebHoM Pu3KynbType npu 6onesHn bexTepesBa, pasgeneHHble ANA PasHbIX YPOBHEM
¢$u13MYecKoM NoATOTOBKM MALMEHTOB W aKTUBHOCTM 3aboneBaHMA. PekomeHAyeTcA 3aHMMATbLCA
UMK exKeZiHEBHO.

5. COAEP)KBHME U pe3ynbtat A[eATe/IbHOCTU 6!'IaI'OTBOpMTe.I1bHOﬁ OopraHu3sauun 3a
OTYETHbI nepuoa:

Llenbto peanmsyembix Nporpamm ABAANOCH:

- pacnpocTtpaHeHWe BCeMy MaUUMeHTCKOMY COOOLWECTBY M3 YCT OAHMX M3 NYYLINX
pesmatonoros Poccuitckoit Peapepaumm nHbopmaumm o 6onesHn bextepeBa, OCNOMKHEHUAX,
ncxodax 3abosieBaHuA, meToZax 60pbObl C HEAYTOM U CNOCO6aX AOCTUKEHUS PEMUCCUN;

- nonynapusauma nedyebHoi ¢GM3KyAbTYpbl KaK OCHOBHOMO HeMeaMKaMeHTO3HOro
cnocoba coxpaHeHua ¢yHKUMIKA cycTaBoB; BuAeopoankn o6 JIOK 3aHumator bonee 65%
NPOCMOTPOB OT BCEX POJIMKOB Hallero KaHana Ha Youtube, a 40% oT Bcex BMAEO PO/INKOB
3aHMMaeT AdK ANA NaUMEHTOB C HU3KOM aKTUBHOCTbIO 3ab60/1eBaHMA — 3TO FOBOPUT O TOM, YTO
Ham yZanocb AOHECTU A0 MNaUMEHTOB, YTO NPK HYXKHO 3aHMMATbCA fayke Korga He 6oaut
HWUYEro — 3TO CHUXKAET PUCK 0boCTpeHus;



- MOBbIWEHNA YPOBHA CAMOKOHTPONA NauMeHTa 33 aKTUBHOCTbIO 3ab60neBaHUA C LENbIo
CBOEBPEMEHHOrO MNPUHATUA Mep B C/ly4ae BO3HMKHOBEHWUA @aKkTopoB HebnaronpuATHOro
nporHo3a 3abonesaHus.

Nekuuun (Bngeosanucun) n matepuansl LWKonbl gna nauneHtTos ¢ 6onesHbio bexTepesa
PacnonoXeHbl B OTKPbITOM AOCTYyne B CETU MHTepHeT. Pe3ynbTaTom ABMAOCL BO3MOXKHOCTb
NauueHTOB M3 PErMoHOB BMPTYa/ibHO MPUCYTCTBOBATb Ha NEKUMAX BeAyLUMX PEBMATONOroB
Poccuinckoint Pepepaumm o 6onesHn bextepesa. bnarogapa pasmeLLeHUIO B CETU MHTEPHET,
NEeKUUN yBUAENN COTHM NALUNEHTOB U3 CaMbiX OTAA/IEHHbIX HAaCeNeHHbIX NYHKTOB Poccuu.

Mporpammbl 6yaeT peannsosbiBaTtbea U B 2017-om roay.

6. CBeaeHMA O HapyLleHUAX, BbIAB/IEHHbIX B pe3y/nbTaTe NPOBEpPOK, NpoBeAeHHbIX
Ha/Z10rosbiMu1 opraHamu, U NPUHATBLIX Mmepax No UX yCTPpaHEHULO:

HapyLLeHWi B pe3yabTaTe NPOBEPOK He BbISB/EHO.

C yBaXkeHUuem,
Mpe3naeHT MPOBEOW «O6LecTBo B3anmonomoLm npu 6onesHn bextepesa»

A.B.Cutano




