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OTYET
0 geaTeNnbHOCTU MeXpernoHanbHoM 0buecTBeHHOM 61aroTBOPUTEIbHOM OpraHM3auum
nHBannaos "Obuwectso B3aMmonomolm npu 6onesHn bextepesa" 8 2016 roay.

MexpermoHanobHaa obuwecTBeHHaa 61aroTBOpUTENbHAA OpraHM3aumMa WHBANUAOB
"ObwecTBo B3ammonomowm npu 6onesHn bextepesa" (manee — OpraHuszauus), ABAseTcs
61aroTBOPUTENbHON OpPraHU3auUMnii U OCYLLECTBAAET CBOK AeATe/IbHOCTb B cooTBeTcTBMU ¢ 3
«O 6naroTBOpUTENbHOM AEATENBHOCTU M 61aroTBOPUTENbHBIX OPraHM3aLLUAXY.

1. OTueT 0 peATeNnbHOCTU:

1.1.B 2016 ropgy OpraHusauma npu nogaep>kke WMHcTUTyTa pesmartonormm mn Accoumauumm
pesmaTonoros Poccun nposena 6 LKon p[nAa nauueHToB, cTpafatowux 6onesHbo bextepesa
(aHKMNo3MpyloWMit cnoHamaut): B Kemeposo, HoBocubupcke, Tyne, BopoHexke, benropoae, Mockse.
MauMeHTbl U3 NepBbIX YCT Ay4lWMX peBmaTonioroB Poccuitickon depepalmm noayunman Heobxoammoble
cBefieHnAa o 3aboneBaHUW, ycablWann pekomeHZauuun o npasuibHOM 0bpase KU3HU, COBPEMEHHbIX
meToaax 6opbbbl C Heayrom W ero nocneacTsuAmM, nevyebHon OGU3KYNbTYpe, O BO3MOMKHOCTAX
CaMOCTOATE/IbHOrO KOHTPOIA 3ab01eBaHuA.

1.2. OpraHu3auMsa nponaraHAMPYeT 340pO0Bbl 06pa3s KM3HKW, aKTUBHOCTbL W CMOPT AAA
nHBaAngoB. B Mockse 1 HoBOCMBUPCKE aKTMBUCTbI OPraHM30BaNM 3aHATMA CKaHAMHABCKOW xo4b60M,
KOTOpan pekomeHayeTca naumeHTam c 6onesHblo bextepesa.

1.3. OpraHusauma npuHANa ydactme B 3 MeXAYHapoAHbIX meponpuatTvax. [Ba M3 HUX
coctoanuce B LUBeluapum n Ntanum, Kyaa 6blav HanpaeieHbl NpeacTaBUTENN OpraHM3aumu. TpeTbe
COCTOANOCH MPU HenocpeacTBeHHOM ydyacTum O6LecTBa B3aMmonomolm npu 6onesHu Bextepesa B
MockBe: 6-9 okTabpa 2016 roga npoxoauna KoHdepeHuus ASIF  Council Meeting 2016
(ASIF)MexayHapogHoit degepaumm  NAUMEHTOB, CTPAZAOWMX AHKUAO3MPYIOWMM  CMOHAWIUTOM
(Ankylosing Spondylitis International Federation).OaH1UM 13 opraHM3aTopoB KOHGEepeHUUM BbICTYNUAO
Poccuiickoe obuwectso Bzaumonomolym npu 6onesHn bextepesa. B pamkax KoHdepeHUUN yUacTHUKM



06CyaANAN NYTU YAYYLIEHUA KayecTBe XKM3HM NaumeHToB C 6onesHblo bextepesa B Poccun U mMMpoBOWA
npakTuKe.

B paboTte KoHbepeHUuM npuHAAK ydyacTve 6onee 150 yenoBek, u3 KoTopbix 70 MauMeHTbl U
yneHbl Ux cemeir, u3 20 ctpaH mupa: Poccumn, KaHagpl, Beankobputanum, Nrepmannm, Kutaa, AnoHun,
ABCTpasiMm N MHOTUX APYruX.

3amecTuTenb gUMpeKTopa No HayyHoi pabote NHcTUTyTa peBmatonormum LaHaop 3paec, a Takxke
COTPYAHUK WHCTUTYTa peBmatonormm TaTbsiHa [yOMHWHA O3HAaKOMWAM YYaCTHUKOB C COCTOAHMEM
NPOdUNAKTUKM U nedveHns 6onesHn bextepea B Poccun. MwupoBoii OMbIT NPOTUBOCTOAHMA
3aboneBaHMIO NpeacTaBUAM yueHble 13 MopTyranum n Typumu.

1.4. OpraHusaumsa wHUUMMPOBana paboTy Mo Cco3gaHUO  MOBWUABHOrO  MPUIONKEHUSA,
NMoMoratowero naumeHTam OpUeHTUMpoBaTbCs B 00/I€3HM U cUcCTeMe 3apaBooxpaHeHusA. Bnarogaps
[AHHOM aKTUBHOCTW, OpraHM3auusa MOBbICMNA MHTEpPeC K cBoel paboTe CO CTOPOHbI KOMMaHUN,
3aHUMaIOLWMXCA NPOrPamMMUpPOBaHMEM U pPa3paboTKoN MHPOPMALMOHHbIX CUCTEM B 34PaBOOXPAHEHUN.
Hawu HapaboTKM 1 NoAXoAbl K KOHTPO/IO 3ab601eBaHMA ABNAOTCA aKTyaNbHbIMU U BbIIM NpeacTaB/ieHbI
Ha WKO/1ax 4N1A NaUMEHTOB, Ha BbicTaBke MeacodT 2016.

1.5. Opranusauma npogonKuna ydyactme B Cosetax Mo 3awumTe npas NauMeHTOB NMPU OpraHax
3apaBooxpaHeHus B Kanyskckoi obnactn n Pecnybamke Yysawus.

1.6. OpraHuszauma npuHMMana ydactMe B 3acegaHumax DkcneptHoro CoseTa no
cnoHgmnoapTputam npu  Accoumauumn pesmatonoros Poccuum. Ha  paHHbIX  mMeponpuAtTuAX C
npeacTaBUTENAMM NALMEHTCKOTO ABUMKEHUA 0OCYKAAIOTCA BONPOCHI AMArHOCTUKK, 1eYEHNA U KOHTPOAA
3abonesaHuA.

2. OT4yeT NO MCNONb30BAHUIO nmyuwiectea U pacxogosaHUIO cpeacts 61'IaI'OTBOpMTEI1bH0ﬁ
OopraHusauyuu:

OpFaHM3aLl,VIFI He umeeT Ha banaHce nmyulecrtsea.

B oTtyueTHOm nepuoge OpraHusauma nonyynna B Buae noxeptsoBaHui 3063 Toic.pyb., 46
TbiC.py6. B BUAE NPOLLEHTOB OT AEMNO3UTOB, M3 KOTOPbIX M3pacxopoBana 2683 Tbic.pyb. Ha KoHel, roaa
OCTaTOK CPeACTB Ha cYeTax opraHusauum coctasnset 881 Tbic.pyb.(nmetoTcs obA3aTenbCTBa, ONAaTa no
KOoTopbIim ByaeT nponcxoantb B 2017om roay).

3. BbiCluMM OpraHOM ynpaB/ieHUA OpraHM3auum, COrnacHo ycrasy, Asnsetca KoHpepeHums
AeneratoB perMoHa/IbHbIX OTAeNeHui

MepcoHaNnbHbLIN COCTaB BbICWIErO OpraHa ynpaBaeHusa:
Cutano Anekceit Bagnmosuy;

boctbiHey, MNanna CaapoBHa;

CaxabytgmnHoBa Pamuna 3aiHYTAMHOBHA;
Lbibynésa Onbra BUKTOPOBHA;

Arkosnesa MapuHa KOHCTaHTMHOBHQ;

o vk wnNPRE

OcTpoBepxoBa MpuHa AnekcaHApPOBHa;



7. lpuwait Oner BUKktopoBuy;

8. NnbuHa AHHa IpuUropbeBHa;

9. Mwuxaiinos Aptém Cepreesuy;

10. JelHeHKo Bayecnas HuKkonaesuy;
11. Noty, Cepreit BukTOopoBuy;

12. Cupoposa CeeTnaHa HunosHa.

4. MepeyeHb, COCTaB U coAeprKaHue 61aroTBOpUTENbHbIX MNPOrpPamMmm, NPOBeAEHHbIX
opraHusauueii:

B otueTHOM roay OpraHusauna peanvsoBbiBana NPOrpammol:

1) «lWKonbl ana naumeHToB c 6onesHbio bexTepesa».

OnuncaHue nporpammoi:

Mporpamma npegycmatpuBana perynspHble CcobpaHMA NauMeHTOB, Ha KOTOpPbIX
NPUCYTCTBOBAaNN  COTPYAHUKM  UHcTUTyTa  peBmatonorum.  Cneumanuctbl  MHCTUTYTa
PEBMATONOIMMM NPOBOAMAN NIEKLMM HA TeMbl, Kacatowmeca 6onesHn bextepeBa U KoTopble
6b11n Hanbonee MHTEpPeCHbl NaumeHTam. MIHTepec NauMeHTOB K TOM UAU MHOM Teme BbIABNANCA
C MOMOLLbIO OHNAMH FOJI0COBAHWUI Yepes coumasibHble CETU — TeMbl, NOAy4YMBLINE BONbLUMHCTBO
ronocos nonb3osatenen, obcypanucb Ha LLUKone ana naumeHToB, COTPYAHWKM WHCTMTYTa
PEBMATONOIMMU YNTANN NIEKLUMN HA 3TN TEMDbI.

2) «JIM4HbIN KabMHET NaumeHTa, cTpagatowero bonesHblo bextepesa»

OnucaHne nporpammbi:

Mporpamma npesycmaTpmBaeT co3gaHne MobuIbHOro NPUNOXKEHUA, NPU3BAHHOTO

NOMOYb NALMEHTY OPUEHTMPOBATLCA B 60NE3HM U cUCTEME 34PaBOOXPAHEHMS.

3) «MNonynapusaumnsa nedebHoM ¢GU3KyAbTYpbl M 340p0BOro obpasa XKM3HWU cpeaum

naumMeHTOoB, CTpagatowmx bonesHbto bextepesa»

Ha oduumanbHom KaHane Ha Youtube O6uwecTBa BbI/IOXKEHbI YMNPAXKHEHUA MO
NneyebHOM @u3KynbType npu 6onesHn bextepeBa, pasgeneHHble ANA pPasHbiX YPOBHEWN
dM13MYecKon NoAroTOBKM MALMEHTOB M aKTMBHOCTM 3aboneBaHnsa. PekomeHayeTca 3aHMMATbCA
UMK eXKeHeBHO.

5. CopepKaHne M pe3ynbTaT AeATeNbHOCTM 61aroTBOpUTENbHOM OpraHMsauuu 3a
OTYeTHbIN Nepuog,:

Llenbto peanmsyembix Nporpamm ABAANOCD:

- pacnpoctpaHeHMe BCeMy NAUMEHTCKOMY COOOLWECTBY M3 YCT OAHWUX M3 Ny4YLIUX
peBmaTtonoros Poccuitickon ®epepaumm nHbopmaumm o 6onesHn bextepeBa, OCNONKHEHUAX,
ncxopax 3abosieBaHuA, metogaax 60pbbbl C HEAYTOM M CMOCO6AX AOCTUMKEHUS PEMUCCUN;

- nonynapusaumsa nedyebHol PpU3KYAbTYPbl KaK OCHOBHOFO HeMeAMKaMEHTO3HOro
cnocoba coxpaHeHus QYyHKUMIA CycTaBoB; BuAeopoanku o6 JIOK 3aHumatoT 6onee 65%
NPOCMOTPOB OT BCEX POJIMKOB Halero KaHana Ha Youtube, a 40% OT Bcex BMAEO POJIMKOB
3aHMMaeT NOK ANA NALMEHTOB C HU3KOW aKTUBHOCTbIO 3a601eBaHNA — 3TO TOBOPUT O TOM, YTO
HaM yAanocb AOHECTU A0 NAUMEHTOB, YTO /NIGK HYXKHO 3aHMMATbCA AaKe Koraa He 6oauT
HUYEro — 3TO CHUKAET PUCK 060CTPEHMS;



- NOBbIWEHNA YPOBHA CAMOKOHTPOA NaLMEHTa 3a aKTUBHOCTbIO 3a60/1eBaHMA C Le/bto
CBOEBPEMEHHOIO MNPUHATUA Mep B C/ly4ae BO3HMKHOBEHMA @aKTopoB HebnaronpuATHOro
NnporHo3a 3aboseBaHus.

Nlekunu (Bngeosanuncu) n matepuansl LLKonbl gna naumeHtToB ¢ 6onesHbio bextepesa
PacnonoXeHbl B OTKPbITOM AOCTYyMNe B CETU MHTEpPHeT. Pe3ynbTaTom SBMNOCb BO3MOMKHOCTb
NauMeHTOB U3 PErMOHOB BMPTYasibHO MPUCYTCTBOBATb Ha NEKUMUAX BeAyWWUX PEBMATONOroB
Poccuiickoit ®epepaummn o 6onesHn bextepeBa. bnarogapa pasmelleHU0 B CETU UHTEPHET,
NIeKUMN YyBNAEIN COTHM MALMEHTOB M3 CaMbIX OTAANEHHbIX HAaceNeHHbIX NyHKTOB Poccuu.

Mporpammbl 6yaeT peannsosbiBaTbea U B 2017-om roay.

6. CBeaeHMA O HapylleHMUAX, BbIABNEHHbIX B pe3ynbTaTe MNPOBEPOK, NpPOBeAEeHHbIX
Ha/10rosbiMmu opraHamum, U NPUHATbIX Mepax No UX YCTPAHEHUIO:

HapyLIeHWi B pe3yabTaTe NPOBEPOK HE BbIABIEHO.

C yBaxkeHuem,
MNpe3ngeHT MPOBOW «O6uwectBo B3aMmonomolum npu 6onesHn bextepesa»

A.B.Cutano




