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B cratbe mpoBeseH ananu3 padbotel OOIEpOCCHIICKON 00IIECTBEHHON OpraHU3ani HHBAIH/IOB - OOJIBHBIX PACCESIHHBIM CKIIEPO30M
(OOOU-BPC) 3a 10 set, onucanbl OCHOBHBIEC HAMPABJICHHS ACATEIBHOCTH, METOIbI Pa0OTHI M TOCTHIKEHUS OpraHu3anuu. BeiaeneHsl
yenerHbie npaktukn OOOU-BPC: cooprannzanms manieHToB, aKTHBU3AIMS 1 00bEIMHEHNE YCHINI U PECYPCOB COIIHAIBHBIX
HapTHEPOB ISt OIEPIKKH O0obHBIX PC, conelicTBUE COLUAIbHOM peabHInTally U aJIalTalliy [al[UeHTOB, y4acTHe B (DOPMHUPOBAHUH
W peaan3aly TOCyAapCTBEHHOM MOJUTHUKU 3alIUThI nanueHToB ¢ PC.

Vlasov J.V., Doctor of Medicine; Kurapov M.A.; Churakov M.V., Candidate of Psychology. A role of patient public organizations in
improvement of quality of administration of medical and social help to the population

Organised patient communities (initiative groups, public organizations) play the increasing role in administration of medical and social
help to people with various diseases. In this sense experience of the All-Russia MS society (ARMSS) is indicative. The multiple
sclerosis (MS) is a heavy chronic disabling disease which is ill more than 150 000 patients in the Russian Federation. In article the
analysis of work ARMSS for ten years is carried out, the basic lines of activity, methods of work and organisation achievement are
described. Successful practices in which realization OOOI-BRS took active part are described: cooperation of patients, activization and
association of efforts and resources of social partners for support of patients with MS, assistance of social rehabilitation and adaptation of
patients, participation in formation and realisation of a state policy of protection of patients with MS.
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Ha teppuropun Poccuiickoit ®enepannu JeCTBYIOT COTHH OOMIECTBEHHBIX OPraHU3aIii, 00hEIMHSIOIINX JIFOACH C Pa3THIHBIMU
3a00JIeBAHUSIMH U CTaBSIIMX CBOCH LIENIBIO YITyUIICHNE KAYeCTBA OKA3aHUS MEAUIIMHCKON M COI[MATBbHOMN TOMOIIH MAllMCHTaM U B
KOHEYHOM MTOTe YJIy4IlIeHHE KaueCTBa )KH3HH MAlEHTOB M WICHOB UX ceMeil. [Ipu onpe/ie/ieHHbIX YCIOBUSIX 00IIECTBEHHbIC
OpraHu3al{y MOT'YT HIPaTh KIIOYEBYIO POJIb BO MHOTHX c(hepax IesTeIbHOCTH, HAPABJICHHBIX Ha YJIy4IICeHHE YCIOBHM KHU3HH
MAIMEHTOB: OCYIIECTBIISATH B3aUMO/ICHCTBUE C OPraHAMH BIIACTH, CO/ICHCTBOBAThH CO3JAHNI0 KOMMYHHUKAIIMOHHOTO TPOCTPAHCTBA,
obecreunBaroIero CHabKeHne 00beKTHBHOW HH(DOPMAIIHEH MAIEeHTOB, CIICHUATICTOB MEIUIIUHCKON U COI[HATIBHON cepsl,
OpraHU30BBIBATH MPOBEICHHE (P PEKTUBHBIX PEAOUITHTAHOHHBIX MEPOTPHUSATHH.

Lenblo 1aHHO# CTATHU SBISETCS OLEHKA POJIM MAIMEHTCKUX OOIIECTBEHHBIX OPraHU3alMil B TIOBBIIICHUH KaueCTBa OKa3aHHs
MEIUIIMHCKON U COIMATBHON MOMOIIM HaceleHn o Ha puMepe OOIepoccuiickoit 00IIeCTBEHHO! OpraHM3allii HHBATHUIOB — OOJIBHBIX
paccesinHbIM ckiepo3oM (OOOU-BPC), ananu3 fesTensHOCTH 3ToH opraHu3anuy 3a nociensue 10 set. B 3agady aBTopoB Taxke
BXOJUT OIMCaHHUE HAIIPABJICHUH PabOThI OpTaHU3allUH H BO3MOXKHOCTU IPHMEHEHUS METOI0B H ycHemHbIxX npaktuk OOOU-BPC B
pabote npyrux oOIIEeCTBEHHBIX OpraHU3aNNH.

Paccesinnblii ckitepo3 (PC) — Tspkenoe XpoHnueckoe 3a00JieBaHie FOJIOBHOTO M CITIUHHOTO MO3ra, I0pa)arollee CpaBHUTEILHO
MOJIOJIBIX JIFOJIeH U 3a4acTyIO IPUBOASIIEE K MHBAJIUAHOCTH. B mocneHue roibl 0TMe4aeTcst HeyKIIOHHAsK TSHICHIMS K POCTY
3aboneBaeMocTr PC ¥ OMOJIOKEHNIO KOHTHHIeHTa 00JIbHBIX. [IpHYMHOM 3TOTO CTaNO0 He TOJBKO YJIy4IIeHHE TUarHOCTUKH 3a00IeBaHus,
HO U TOBBIIIEHHUE KaueCcTBa THIEMHOJIOTMYECKIX UCCIIEIOBAHUH, a TakKe pealIbHbIN pocT 3aboneBaeMocTu. B HacTosiee Bpems B
ctpane npoxusaet 6onee 150 000 6onbHBIX, He MeHee 75% KOTOPBIX y)Ke CTallil HHBaIuaMu. BMecTe ¢ uieHamu ceMeit O0JIBHBIX 1
HMHBaJIUAO0B B opouty rnpobiiemsl PC BoBieueno ot 750 000 no 1 muH. rpaxknan Poccun. B Hacrosiiee BpeMsi B MUpe OKOJIO 3 MITH.
6onbHbIX PC. B Poccun 3aboneBaemocts PC coctasnser ot 30 1o 100 cinyuaes na 100 000 Hacenenust.

Menuko-counaabHas moaepkka 6oapHbIX PC sSBIsIeTCs CIO0KHOM KOMIUIEKCHOI 3a1auei, pelieHne KOTOpOil HEeBO3MOXHO 0e3 TECHOTO
B3aMMOJICHCTBHS TPAXKIAHCKHX, SKCIIEPTHBIX M TOCYAapCTBEHHBIX HHCTHTYTOB. B CBsI3H ¢ HenpencKa3yeMbIM XapaKTepoOM TECUSHHUS
3a00JIeBaHus, IPAKTHYECKH HEN30EKHOW B YCIOBUSIX HECBOEBPEMEHHOM TMATHOCTUKH U OTCYTCTBHSI JIOPOTOCTOSIICH MaTOreHETHYECKOM
Tepanuy HHBAJIUAN3aIKel nanyueHTsl ¢ PC B MponuioM 3a4acTyro He NOJTydalii aJieKBaTHYIO MEIMIIMHCKYIO M COL[HAIBHYIO TIOMOILb 1
cUuTaNNCh «OecnepcnekTHBHBIMUY. C nosiBienneM B 90-x rr. XX B. psijia mpenapaToB, H3MEHSIOUINX TEUCHUE PACCESTHHOTO CKIepo3a
(ITUTPC), HOBBIX METOANK MEIUIIMHCKON M COLMATBHON peabMIINTAINN ITAaIlEeHTHI TOTYYIIIN HAaJEXK Iy Ha 3aMeIJICHHue
HPOrPecCHPOBAHMUS MTATOIOIMYECKOTO TPOLIecca, AIUTENbHOE COXpaHeHue (pu3nueckux GpyHKIui, Tpy10BOH aKTUBHOCTH U KauecTBa
JKM3HHU.

Onnako pemenue npobiemsl PC TpeOyeT 3HaUUTeIbHBIX PECypCOB: (PUHAHCOBBIX, OPraHU3ALUOHHBIX, HAYYHO-METOANYECKUX,
coruanbHbIX. B 90-X rr. nanHas nmpobiemMa ocTaBajgach MaJOM3BECTHONW M pacCMaTpHBAJIach CHEHAINCTAMH KaK y3Kasi HayqyHO-
MeauuuHckas. [loHnMaHue ee BBICOKOH COLMaIbHOM 3HAYMMOCTH U HEOOXOAMMOCTH KOHLIEHTPAIMH 3HAYUTENIBHBIX YCHIMI Ha Oopbbe ¢
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Hel B O6IIICCTBC JUIMTCIIBHOC BPEMsI OTCYTCTBOBAJIO.

B s1ux ycnosusix B peruonax Poccun MHMIIMATUBHBIE TPYIIITBI FPAKAAH Ha4YaJId OOBEIUHATHCS B OTAE/IbHbIE OOIIECTBEHHbIE
opranu3anuu 6onbHbIX PC. B 1992 r. 6bu1a 3apeructpupoana [lerepOyprekas oduiectBenHas opranusanus «CeBepo-3amnaaHast
acconuanust PCy», B 1995 r. - MockoBCKoe 00IIECTBO PACCESHHOTO CKIIepo3a, B 1996 r. — Camapckast perHoHabHas OOIIeCTBEHHAs
oprau3anust nHBaIHIOB - 60sbHBIX PC. K 2001 r. uncio opranmsarnuii gfocturio 14. OpraHu3anuy CO3aBajIuCch MalMEeHTaMU, UX
POJICTBEHHUKAMH, a TAKKE MEAUIIMHCKUMH CHELHANINCTaMH, IEPBBIMU OCO3HABIIMMH CTENEHb COLMAIBLHON OMIAaCHOCTH 3a00JIeBaHUSI.
Takum 00pa3oM, MHUIIMATUBA 110 COOPTaHU3ALMH ALMEHTOB C IIENbIO 3aIUThl CBOUX IPAXKAAHCKHUX MPAB 111 KCHU3Y» OT JIF0JCH,
BOBJICYCHHBIX B POOJIEMY U YOS IUBLINXCSI HA COOCTBEHHOM OIIBITE B €€ 3HAUUMOCTH.

C 1eTbr0 OKa3aHHs BCECTOPOHHEH MOMOIIY M MOAIEPKKUA HHBANKAAM - 001bHBIM PC 1 IpyrumMu AeMHETHHU3UPYOIIUMH
3a00JICBaHHUSIMHU, UX COLMAIBHON aJjalTaliK B OOIIECTBE, a TAKKE IS 3alUThI IPaB ¥ 3aKOHHBIX HHTEPECOB JIMII YKa3aHHOW KaTeropun
1 wieHoB ux cemeil B 2001 r. Oputa opranuzoBana OOmepoccHiickast 00IIeCTBEHHAS OPraHU3aLHsl HHBAINI0B — OOJIBLHBIX PACCESHHBIM
ckieposom (OOOU-BPC).

OCHOBHBIMY 3a/la4aMy OpPTraHU3aIMU CTaJIH:

- MTOBBIIICHNE KaYeCTBAa MEJUIIMHCKON M COLMAIbHON IIOMOIIH JIFO/IsIM, cTpafaronmM ot PC;

- obecrieueHre NPaBoBoii 3anUIIeHHOCTH 00IbHBIX PC U 4ICHOB X ceMeil uepe3 pa3BUTHE 3aKOHOJATEIbCTBA H OPraHU3aIUI0
KOHTPOJIS 32 €ro COOJIF0/ICHHEM OpraHaMH BJIACTH U MPOGHIbHBIMU YUPEKICHUIMHE;

- OpraHU3aus B3aUMOCHCTBUS C KOMIIAHUSIMU-TIPOU3BOUTENSIMU AJIsl CTUMYJISILIAK CO3AQHUS M TIOCTABOK BBICOKOI((EKTUBHBIX
JIEKapCTB, MEANIIMHCKOTO 000PYAOBaHHUS U CPEJICTB PEAOMITNTALINH;

- COJICHCTBHE ITOATOTOBKE MEIMIMHCKHIX KaPOB C yriryoneHHbIM 3HaHueM PC;

- opmHpOBaHKE MO3UTUBHOTO OOIECTBEHHOTO MHEHHSI, HHPOpPMHUpOBaHue obiiecTBa 0 mpobieme PC u criocobax ee pa3perieHus;

- aKTUBHM3ALUS U KOHCOJIUIALMS YCUIMH COIMANIBHBIX ITAPTHEPOB 110 NMPEOI0ICHHUIO HEJJOCTATKOB T'OCYIapCTBEHHOI CHCTEMBI IIOMOIII
6ompHBIM PC.

Ha ceropnsitauii nens crpykrypa OOOU-BPC npencrasieHa AByMst OCHOBHBIME CEKTOPaMU: TOOPOBOIbUYECKAM U
npoecCHOHANIBHBIM. BXOIsi1Me B HUX MOpa3/Ie/iCHUs OTPaXKeHBI HA pPUCYHKe 1.

PeruonaneHbie U ropojickue HekomMmepueckue opranusanuu PC, coznanusie B 47 cyobekrax Poccuiickoit denepariuu, OCyIECTBISIOT
9KCIEPTHBIA KOHTPOJIb KaueCcTBA OKa3aHHsl MEAUIIMHCKOM U COLMAIBbHON IIOMOIIM HA PETMOHAIBHOM YPOBHE.
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