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'OI'bOY BO «lIlepmckuiil rocy1apcTBEHHBINM MEAUIMHCKUN YHUBEPCUTET
nMmeHnu akagemuka E.A. Baruepa» Munsnpasa Poccun, 1. [lepmsb, Pocculickas ®enepanus;
2OI'AOY BO «llepMmckuii rocy1apCcTBEHHbI HAIMOHAJIBHBIN UCCIIEI0BATENbCKUI YHUBEPCUTETY,

r. [Iepmsb, Pocculickas ®enepanus;

3DI'BOY BO «Poccwuiickast akageMusi HApOJHOTO XO3SMCTBA U TOCYIAPCTBEHHOM CITyKObI

npu [Ipesnnente Poccutickoit @enepauun», . Mocksa, Pocculickas @enepanus;
‘MPOBOU «O011ecTBO B3aMOTIOMOIIIH TIpu Oosie3Hn bexTepeBay,

. Mocksa, Poccuiickas @enepanus

Pe3rome. B Hacrosiieii crarbe npeAnpuHATa MOMBITKA aHATN3a IOPUINYECKONH COCTaBIAIONICH OKa3aHus
MEIUIIMHCKON oMoy npu 6osne3Hu bextepeBa (aHKUIO3UPYIONIEM CIIOHIUIUTE) HA TMPUMEPE ICSATEIb-
HOCTU MEXPETrHOHAIbHONW OOLIECTBEHHON OJaroTBOPUTENbHON OpraHu3aluy MHBaIuA0B «O011ecTBO B3a-
uMmornomouy npu 6one3nu bextepeBa», uccienoBanus crneluUKH eATEIBHOCTH 00IIEeCTBAa BO B3aUMO-
JNEUCTBUU C TOCYAApCTBOM, MEAMIIMHCKUM COOOILIECTBOM, nanueHTaMu. Ilens uccnedoeanusn: niyieHue
IOpUINYECKOM COCTaBIAIOIICH OKa3aHUs MEIUIIMHCKOM momMoIu npu 6one3uu bexTepena B paMkax ajbsHca
«Bpau-O6mectBo-IlanuenT» Ha npumepe AESITEIbHOCTH MEXPETHOHAIBHOM 001eCTBEHHOM OaroTBOpu-
TEeNbHOW OpraHu3aluy HHBAIHAO0B «O01IecTBO B3auMonoMoniu npu 6one3nu bexrepeBa». Mamepuanwst u
Memoowl. MaTtepuaibl 115l KcclieoBaHUs MpeaocTaBieHbl «O0ecTBOM B3auMoIomolu npu 6one3nu bex-
TepeBa». JlaHHbIE pa3MelIeHbl Ha 0(UIIMaIbHOM caliTe opranu3anuu: www.bbehtereva.ru. B uccnenoanuu
HCII0JIb30BaHbl METO/IbI OMKMCAHUs, aHAIN3a, CUHTE3a. Pe3ynomamul u odcyrncoenue. JlesrenbHocts OO1ie-
CTBa SBJISIETCA Pa3HOIUIAHOBOW U HanboJee MOJHO peann3yeTcs B CASAYIOINX HalpaBleHUusX: B cepe B3a-
MMOOTHOIIEHHH ¢ TOCyAapCTBEHHOM BIACThIO, B chepe B3aMMOOTHOIICHUH ¢ MEIULIMHCKUM COOOIIECTBOM,
B chepe MEXIyHAPOIHOTO COTpyAHHUYECTBA. 3akatouenue. OnbT GyHKIHOHUpOBaHUs OOIIecTBa MOXKET
OBITh MCIOJIB30BaH JIJISl CO3JJaHUS HOBBIX O0BEAMHEHUI MAMEHTOB C OJHUM WM TPYNIon 3a0ojaeBaHui u/
WK OBITh MOJIE3HBIM JUJISl YXKE CYIIECTBYIOIIMX HEKOMMEPUYECKUX OpraHu3aluid moJo0HOro poaa Uil BbI-
SBJICHUS psiia MpoOJieM OKa3aHUsl MEIUIMHCKOM MoMonIn O0NbHBIM ¢ 0one3HbI0 bexTepena.

KaroueBble ci1oBa: 00ye3Hb BeXTepeBa, ammnompyromﬂﬁ CIIOHAWJIUT, pEBMATOJIOT U, HHBAJINA, O6IJ_IC-
CTBCHHAsA OpraHu3anys, MMalyucHT, IIpaBa MalucHTa
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ONMaroTBOPHUTENLHONW OpraHu3anuu WHBaIUIoB «OOmEecTBO B3auMomnomolu mpu Oone3nu bexrepeay.
[DnexTponHbIit pecypc] BecTHuk ypanbckoit MeauIuHCKON akajnemudeckod Hayku. 2024, Tom 21, No 4,
c. 508-515, DOI: 10.22138/2500-0918-2024-21-4-508-515

BBenenue

JuarnoctupoBanue 3a0o0jieBaHMs, OCOOEHHO TSXKEJIOro, HEPEOKO CIHOCOOHO KapAWHAJIbHO H3MEHHUTh
KU3Hb YEJIOBEKA, Pa3/IeNIuB €€ Ha MEePUOJIbI «JI0» U «IIOCJE» U MOCTAaBUB Mepe] HEOOXOAMMOCTBIO OBICTPOTO
peleHus 00JIBIIOTO KOJMYecTBa Mpo0IeM, BKIIIOUas T€, UTO CBA3AHBI C JICUeHHEM 00JI€3HU, BOBMOXHOCTHIO
MIPOJOJIKEHUS TPYAUTHCS B HOBBIX YCIOBHSIX, ICUXOJOTUYECKON U OBITOBOI afanTanueil K u3MEeHEHUSIM.

Jl1st BCeCTOPOHHEH MOANEP KM MANMEHTOB C Pa3IMYHBIMU 3a00JICBaHUSMU, YIYUYIICHUS KadecTBa HUX
KU3HU U KU3HU WICHOB UX ceMeil B Poccuu u B Mupe co3farorcst U JEHCTBYIOT pa3iMdyHbIe COOOIIECTBa
MaIMeHTOB, HaIpuMep, MeXTyHapOIHBINA allbsHC MAIMEHTCKUX opraHu3anuii, EBponeiickuii hopym maru-
eHTOB, MeXayHapoiHas OpraHu3aIus HHBAIUIOB, Becepoccuiickoe 001ecTBO MHBAaNUI0B, Beepoccuiickumii
CO103 MalueHToB, Beepoccuiickoe o0mecTBo myxux, Beepoccuiickoe o0iiecTBo crnenbix, Becepoccuiickoe
obmecTBo remodunun, OOIEeCcCTBO B3aUMOIIOMOIITY TpH 00Je3HU bexTepeBa (aHKUITIO3UPYIOIMIEM CIIOHIH-
nute) (bb unu AC) [1], O6mecTBo MaUeHTOB ¢ MCOpHUa3zoM, AccolUanusl OHKOJOTHUYECKUX MAIMeHTOB
«3apaBcTByii!», Poccuiickas nuabetndeckas accomuarusi, Accomuarus OOJbHBIX TyOSPO3HBIM CKIEPO30M,
Bcepoccniickoe o6mecTBo ophaHHBIX 3a00J1€BaHUH.

Opranm3anuu Takoro pojaa, Kak MPaBUIIO, OCYIIECTBISIOT ACSATEIBHOCTh MO TAKUM OOLICHPUHSATHIM
HalpaBJI€HUSAM KaK: COCTaBJieHHWE W (WJIM) MOMOILb B COCTABJICHHM 3Kallod Ha JelicTBus (Oe3neiicTBue)
JOJKHOCTHBIX JIMLl MEAUIIMHCKUX OpPTaHU3alui U (MJIM) OPraHOB BJIACTU CUCTEMBI 3[paBOOXPAHEHUS, I10-
TEHLHUAIbHO HapylIalollue IpaBa manueHTa; GopMynnpoBaHUe OOpalieHUud B MPOKYpaTypy, CTPAXOBbIE
OpraHM3aIlNK; 3alI1Ta MPaB ¥ 3aKOHHBIX HHTEPECOB MALIMEHTOB B CY/I€; Y4aCTHE B 3aKOHOTBOPYECKOM IPO-
Lecce ¢ MHUIMAaTUBaMU BHECEHUSI U3MEHEHUH B JICHCTBYIOIEE 3aKOHOAATEIbCTBO; O3HAKOMIIEHUE MTAIIUEH-
TOB C UBMEHEHHUSIMHU 3aKOHOJATENIbCTBA, PETYIUPYIOIIETO BOMPOCHI, CBI3aHHBIE C 3a00JIeBaHUEM, TPYIIION
3a00JIeBaHUI; OCYIIECTBICHUE cOOpa TIOKEPTBOBAHMI; OpPTraHU3aIUs U TIPOBEJICHUE IITKOJIBI TTAIUCHTOBY,;
CO37laHNe Pa3IUYHOrO PoJia KOHCYIBTAIIMOHHBIX CEPBUCOB ISl MALMEHTOB; pa3MeIlleHHe Ha CBOMX O(UIIH-
aJBHBIX CAlTaX «TOPSYMX JIMHUID TEPPUTOPUATIBHBIX (DOHIOB 00s13aTEIHHOTO MEAUIIMHCKOTO CTPAXOBaHHUS,
CTPAxOBBIX MEAUIIMHCKUX OPTaHU3AIUi; BBHIMOJHIIOT UHBIE 33a/1a4u. BaXXHBIM SIBJISETCS BCECTOPOHEE W3-
YYEHHE METOJIOB U CPEJICTB CONECUCTBUS NAlUEHTAM C OTPAaHUYEHHBIMH BO3MOXKHOCTSAMHU 310POBBS.

Heab: uzyyeHue PUINIECKON COCTABISAIONIEH OKa3aHUsI MEAUIIMHCKOW oMol rpu Oone3nu bexrepe-
Ba B pamKkax anbsHca «Bpau-Oo6mectBo-IlaruenT» Ha mpuMepe IeITeIbHOCTH MEXPETHOHAIBHOM 001I1e-
CTBEHHOH OJIarOTBOPHUTENILHON OpraHu3auu HHBanua0B « O0IIecTBO B3aUMOTNIOMOIIIH pu Oone3Hu bexre-
peBay.

MarepuaJjibl 1 MeTOAbI

Marepuainsl 15 ncciaeaoBaHus npeaocTaBieHbl « O0MECTBM B3aMMOINIOMOIIN IpH Oo1e3HHn bextepeBay.
JlaHHBIE pa3MenIeHbl Ha O(hUITMATBLHOM CaiiTe opraHu3anuu: www.bbehtereva.ru. B uccienoBanuu ucmosb-
30BaHbI METO/IbI OIIMCAHUS, aHAJIN3a, CHHTE3A.

Pe3yabrarhl M 00Cy:KIeHUE

MexperuoHanabpHas o01ecTBEHHAs: OJarOTBOPUTENbHASI OpraHu3alus HHBAIUI0B « O0IIECTBO B3aMMOTIO-
Mot mpu Oosie3nu bexrepeBa» (OOmecTBoO) ObUTAa CO37]aHa B HEISAX OKa3aHUsS MHOTONPO(HIBHON TTOMO-
i naruentam ¢ bb (AC) B 2012 romy, umeeTr 35 pernoHaIbHBIX OTIEIEHUN Ha TeppuTopun Poccuiickoit
@denepanuu. 3a ToJbl CBOETO CYIISCTBOBAHMS OpPTaHH3allvs MpoBeia Ooyiee cTa pa3lIUYHBIX MEpOMpHs-
tui, cBeime 30 000 manmueHToB 0OBEAMHEHBI B COMHMAIBHBIX CETSIX, co3MaHHBIX OOmecTBoM. B OTKpEHI-
TOM JocTyne Ha opuuuanbHOM caiite OOmiecTBa HaAXOAATCS €r0 yCTaB, CBUJIETEIBLCTBO O TOCYJapCTBEH-
HOU perucTpainuu, CBUIETEeIbCTBO O BHECEHUHU 3aiCcH B EQMHBIN rocy1apCTBEHHBIN peeCTp IPUANYECKUX
JIUI, CBUJIETEIHCTBO O MOCTAHOBKE HA YYET OPTaHHU3AIlMU B HAJOTOBOM OpraHE 1O MECTy €€ HaXOXJICHUS
(https://bbehtereva.ru/about/dokumenty/).

HesarensHocTh OO0IIECTBA SBISETCA PA3HOIJIAHOBOM M HaMOoJee MOJHO PeaTu3yeTcsl B CIEIYIOUIUX Ha-
MpaBJICHUSX.
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B cgpepe 63aumoomnowenuii c 2ocyoapcmeenHoil 61acmoio

OO011eCcTBO SABISETCS YICHOM:

1.  OOuIecTBEHHOTO COBETA MO MPOBEACHUIO HE3aBUCUMOM OLIEHKU Ka4eCTBa YCIOBUI OKa3aHHS yCIIyT
MEIULUHCKUMU OpraHu3anusaMu npu MunucrepcTse 3apaBooxpanenus Poccuiickoit denepanuu;

2. OO1IecTBEHHOr0 COBETa MO MPOBEJCHUIO HE3aBUCUMOM OLIEHKH Ka4eCTBa YCIOBUIN OKa3aHUS yCIIyT
OpraHU3alMsIMU COIUATBHOTO 00CITYXKUBaHUA U (PeiepaIbHBIMU YUPEKICHUSIMU MEIUKO-COIIUATBHOM IKC-
nepTussl Ipu MuHHCTEpCTBE TpyAa U coluanbHOM 3amuThl Poccuiickon @enepanny;

3. OOmectBeHHOM KOoMUccuu npu DepepabHOM Ka3eHHOM yupekaeHun «l1aBHoe 010po MeauKO-Co-
LHUAJIBHOM 3KCIIepTU3sl 1o ropony MockBe» MuHucTepcTBa TpyAa U coliMaibHou 3amuThl Poccuiickoit ®e-
nepauuu (PKY «I'b MC3 no rMockse» Muntpyna Poccun).

PykoBonurenu u pernonanbHble npeaceaarenn OOmecTBa ABIAIOTCS Y4J€HaMU OOIECTBEHHBIX COBETOB
Y KOMUCCHUH MPU OpraHax UCIIOTHUTEIbHON BIACTH B 00JIACTH 3[pAaBOOXPAHEHUs, a TAKXKE B CTPYKTYPHBIX
TEPPUTOPHANBHBIX MoNpa3aeneHusx Poc3npaBuaazopa cyobekroB Poccuiickoit denepanuu.

B cpepe e3aumoomnowenuit ¢ meOuyunckum coodujecmeom

OO611ecTBO BeIeT aKTUBHOE COTPYIHUYECTBO C MPO(OUIBHBIMU MEAUIIMHCKUMH YUPEKIECHUSIMU U OpraHu-
sanuamu — ®I'BHY «HUU pesmaronorun umenn B.A.HaconoBoit», Accouunanueit pesmaronoros Poccuu,
BcepoccuiickuM coro30M nmanueHToB, MUHUCTEPCTBOM 31paBooxpanenusa Poccuiickoit @enepanuu, Munu-
CTEPCTBOM TpyJa U coluanbHOM 3amuThl Poccuiickoit denepannu, [maBHBIM GI0pPO MEAMKO-COIHMATBHOM
skcnepTusbl Poccuiickoit denepanyy, rMaBHBIME BHEIITATHBIMU CIIELUATHCTAMH-PEBMATOIOTaMU CyObeK-
ToB Poccuiickoit @enepanuu, hpapmaneBTUYECKUMU KOMIIAHUSAMU U MHBIMU TapTHEPAMU.

[IpencraButenu OOuIecTBa ABIAIOTCS YWieHAMU DKCIIEPTHOTO COBETA MO CHOHAMIOAPTPUTAM MpU Acco-
uanuu pesmarosioroB Poccuu, coera no pesmopeadbunutanuu npu ®I'bHY «HUU peBmaronorun numeHu
B.A.HacoHoBoii», mpaBieHust Bcepoccuiickoro coro3a naimueHToB.

B cghepe mesrrcoynapoonozo compyonuuecmea

OOmiecTBO SBISETCS WIEHOM TaKUX MEXKIYHapoAHBIX opranm3anuii kak Axial Spondyloarthritis
International Federation (ASIF) u The European Alliance of Associations for Rheumatology (EULAR) [1].

B 1esiom, CTOUT OTMETUTH, UTO TIPH CO3/IaHUM TAKUX OpraHu3ainii, kak «O011ecTBO B3aUMOIIOMOIIU MTPU
6one3nu bexrepeBay BakHEHIIYIO MPABOBYIO M METOIUYECKYIO TOMOIIb OKa3biBaeT MUHUCTEPCTBO IOCTHU-
unu Poccuiickoit denepanyu — rocyqapCTBEHHBIN OpraH, IPUHUMAIOIIHUN PEIICHUE O PETUCTPALIUN HEKOM-
MEpYECKUX OPraHu3alUi [IPU UX CO3/aHUU, PEOPraHU3alMu, JUKBUIAIINU, BHECEHUU CBEICHUN B yupeau-
TeNbHbIEC IOKYMEHTBI, U3MEHEHUU CBeICHUN B EMHOM rocyapCTBEHHOM peecTpe IpUANUYeCcKuX Jini) [2].

MunucrtepctBo toctunuu Poccuiickoit ®enepanun pazmeniaetr Ha oQUIMAIbHOM CalTe JOKYMEHTHI U
MaTepHabl, HEOOXOUMBIE NIl TOCYAapCTBEHHOW perucTpanuu HekomMmepueckux opranuzauuii (https://
minjust.gov.ru/ru/documents/7733/), a umeHHO:

J MOJIEIIbHBIN YCTaB HEKOMMEPUYECKOM OpraHu3aIluy;

. 0030p TUNMYHBIX HapyILIEHUH 3aKoHoaarenbcTBa Poccuiickoit @enepanuu, MOMyCcKaeMbIX 0011Ie-
CTBEHHBIMU OOBETMHEHHUSIMU B IOKYMEHTAX, MIPEACTABISIEMBIX JIJIsl TocyaapcTBeHHOU peructpanu# (https://
minjust.gov.ru/ru/pages/gosudarstvennaya-registraciya/). Tak, HampuMmep, IJIs TPAaBOMEPHOTO MCTIOJIb30Ba-
HUS CJIOBA «00IIEPOCCUICKOE» B HAMMEHOBAHUHU OOIIECTBEHHON OpraHu3aluei, ee CTpyKTypHbIe Moapas-
JIeJIeHUs1 TOJIKHBI IPUCYTCTBOBATh HE MEHEE YeM B MosIoBUHE cyObekToB Poccuiickoit @enepannu. Hepenko
IIPU pErucTpanuy OOIIECTBEHHOIO OObEIMHEHMS] WU MPU BHECEHUU M3MEHEHHUH B €ro yupenuTeSbHbIe
nokyMeHTHI (YeraB) B MuHHCTEpCTBO IocTUIMU Poccuiickoit denepaiii He MpeoCcTaBIsSIOTCS MPOTOKOJIBI
3aCceIaHMi BBICIIMX PYKOBOJSALINX OPraHOB €0 CTPYKTYPHBIX I10/Ipa3/ieeHUI (PErMOHAIBHBIX OT/IEIEHUI),
CBUJIETEILCTBYIONINE 00 yKa3aHHOW TepPUTOPUAIBHON cdepe AesITeNbHOCTH.

. dbopmbl 3asBienuit (https://minjust.gov.ru/ru/pages/formy-zayavlenij/), HeOOXOIUMBIX IJIsi PEru-
CTpalMy HEKOMMEPUYECKON OpraHu3aluy, N3MEHEHUH B YUPEIUTEIbHbIX TOKYMEHTaX IOPUINIECKOTO JIMIA
1 (WI1) U3MEHEHUH B CBEICHUSAX O IOPUANYECKOM JIUIIE, CoAepKamiruecss B EnMHOM rocyapcTBEeHHOM pee-
CTpe IOPUINYECKUX JIULL;

. UHCTpYKLUA «l0cynapcTBEeHHAs perucTpanus oOUIeCTBEHHBIX OpTaHu3auii (ABMKEeHU» ) [2].

«O06miecTBOM B3auMOIIOMOIITY TIpH Oosie3nn bexTepeBay mpeaocTaBieHa BO3MOKHOCTh CO3aHUS HOBBIX
pPErMOHANIbHBIX OTACJICHHH, TaHbl PEKOMEHAUU 10 UX (OPMUPOBAHUIO, B TOM 4YHCIIE MO cOopy HHGOP-
Maruu 00 opraHax BIacTH M MX JIOJDKHOCTHBIX JIMIAX, YITOJHOMOYEHHBIX Ha MPUHSATHE pEIleHuil B 00-
JIACTU 3JIPaBOOXPAHEHUS, O HEOOXOJUMOCTH 3HAKOMCTBA C IJIABHBIM PEBMATOJIOTOM COOTBETCTBYIOLIETO
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cyowrekta Poccuiickoit deneparuu, mpeACTaBUTEISIMHE CPEJICTB MAacCOBOM MHGOPMAIMU, OOIIECTBEHHBI-
MU COBETaMH IO 3alUTe MpaB MAIMEHTOB MPH OPraHUX HCIOIHUTEIBHOUN BiIacTH cyObekTa Poccuiickoit
@enepanyuu B 00JaCTH 3APABOOXPAHEHUS, CTPYKTYPHOM TEPPUTOPHAIBHOM Tozpasneneanu Po3npaBHa-
3opa, wieHcTBe B HuX. C 3ToM menbio Ha caiite OOmecTBa B paszjiene «PernoHaabHbIe OTIACICHUS» pa3-
MeIlleHa CChIJIKa Ha MIabMOH MUChMa O MpUEME B TaKUe COBETHI M ONaHK mMuchMa oT umeHu OOmiectna:
https://drive.google.com/file/d/0B7eaffuSwRcGaOloN1RfVWIJIWUE/view?usp=sharing wu
https://drive.google.com/file/d/0B7eaffuSwRcGT I pFSTFmLUV0eXc/view?usp=sharing cootrBeTcTBeHHO) [ 1].
OO011ecTBO OKa3bIBaET CoJeicTBUE MaeHTaM ¢ 0ose3Hbto bexrepesa, B ToM uncie npu opopMIeHUH 3a-
saBIeHUN (ano0) B MpouiIbHBIE OpraHbl U opranu3anuu (MHHHCTEPCTBO 3IpaBooxpaHeHus Poccuiickoi
denepanuu, Oprasbl HCTIOTHUTEIBHOM BIacTH cyObekTa Poccuiickoit denepanuu B 00JaCTH 3/jpaBOOXpaHe-
HUs1, OFOPO METUKO-COIMANTEHOM SKCIIEPTU3BI, MEIUIIUHCKUE U CTPAXOBBIC OPTaHHU3AINH ), TPOKYPATYPY, CYI.
Pa6ota cnenmanucto OO1iecTBa Ha/l 0OpallieHUEM MalMeHTa HAYMHASTCS MOCTIE TI0JJaul UM 3asiBJICHUS Ha
nMs pykooauTesst O01mecTBa (aapec 3IEKTPOHHOM MOYTHI urist@bbehtereva.ru), mpegocTaBiaeHUsT COTIIACHS
Ha 00pabOTKy MEePCOHANBHBIX TaHHBIX M JOKYMEHTOB, oATBepxkaaromux Hanuaue bb (AC). lns obpameHus
naruenTa B «O0ecTBo B3aMMONIOMOIIH ITpH Oosie3Hn bexTepeBay ero 1opuctaMu pa3padoTaH CrielHaaIbHbIN
mabmoH: https://sharing.mail.ru/?shared token=rUyUsooNEvx8xJp TgUUWk-NI27sj2e5rFwirMhnuE66.
Xoxa paccMOTpeHUst Kano0bl KOHTPOIUPYETCs Kak pyKoBoacTBOM OOIIecTBa, TaK U PyKOBOAUTEISIMU COOT-
BETCTBYIOILUX PETHOHAJIBHBIX CTPYKTYPHBIX MozpasaenaeHut [1].
3a nmocneanue rogasl OOIIECTBO paccMaTpuBaeT B cpeaHeM okoso 80 obOpamennii manueHToB ¢ bb (AC) B
roa. AHanu3 TIOKyMEHTOB MAIIMEHTOB ¢ 00Je3HbI0 bexTepeBa Mo3BOMNSET BBISBUTH CAMBIE YACThIC TPOOIEMBI:
. HECBOEBpeMEeHHOe oOecnieuenne U (i) Heobecneuenue namueHToB ¢ bb (AC) nekapcTBEeHHBIMU
npenaparamu «Koszentuke» («Cexykunymady»), «IrtapHernent» («DHOpem»), «unocmun», «CuMIOHN»
(«['omumymad»), «llepromuzymaba IIaron», «Ddneiipa» («Herakumabdy), «Xymupay, «MHpaukcumady,
«Cynbdacanazua» BBUAY UX OTCYTCTBHUS B alTeKaX, Ha CKJIaJlaX, HEHANpaBiIeHUs U (WJIM) HECBOCBPEMEH-
HOT'O HalpaBJICHUSI MEIUIIMHCKON OpraHU3alleil WIM OpraHoOM UCIIOTHUTEIbHOU BllacTH cyObekTa Poccuii-
ckoif deneparnuu B 001aCTH 3IPAaBOOXPAHEHUSI CBOAHON 3asBKU ISl OCYIIECTBIEHUS TOCYIapCTBEHHOH 3a-
KYIIKH JICKAPCTBEHHBIX MTPEIIApPaToB;

. OTCYTCTBHE BO3MEILICHUS JIEHEKHBIX CPE/ICTB, 3aTPAYCHHBIX Ha IPUOOPETEHUE JIEKapCTB, OTIyCKae-
MBIX IO pelenTaM Bpada OecIuiaTHO, TOCYyAapCTBOM;

. 0TKa3 0I0pO MEJIMKO-COLIMAJIbHON 3KCIIEPTHU3b] B YCTAaHOBICHUU HHBaNUIHOCTH nanueHTy ¢ bb (AC);

. BOIIPOC O «BTOPOM BpaueOHOM MHEHMHM» — CUTYyalluM, KOT/Aa Bpad(-u) OAHOM MEAMIIMHCKOH opra-

Huzauuu nuartoctupyet(-10t) bb (AC), a Bpau(-u) apyroil MEAMIMHCKON OpraHu3alii He TUArHOCTUPY-
eT (-10T) yKa3aHHOeE 3a00JeBaHuE;

. OTCYTCTBHE B PEBMATOJIOTMUECKOM OT/AEJIECHUH OOKETHON MEAMIIMHCKON OpraHu3aluy Crelalib-
HBIX (MTPOTUBOMIPOJIEKHEBBIX) MaTPACOB JAJIsl NAIIMEHTOB, YTO JENAET 3aTPYAHUTEIBHBIM HIIM HEBO3MOKHBIM
npeodbiBanue namueHTa ¢ 6o1e3ubio bb (AC), ucnbIThIBaIOLIErO CUIbHBIE 00IH, B YCIOBUSAX CTallMOHApa
MEAMIMHCKOM Opranu3anuu (AJ1s NoJyuyeHUs: COOTBETCTBYIOLIETO JICUEHHUS );

. HEBO3MOXKHOCTh MOE370K B KOMaHIUPOBKHU paboTatomiero nanuenta ¢ bb (AC) B c¢Bs3HU ¢ Mpoxox-
JIEHUEM €XXEIHEBHOM Tepanuu ONpeeICHHbIM JEKaPCTBEHHBIM IPENapaToM HUCKIIOUUTEIbHO B YCIOBUAX
CTallOHapa;

. OTKa3 MEIMLUMHCKON oprann3anuu nauueHty ¢ bb (AC) B nonyueHun crnenuain3upoBaHHONW MeIN-
LIMHCKOM MOMOILM Ha TEPPUTOPUH OJHOTO PETMOHA B CBSI3U C €r0 PErucTpalueil Mo MecTy KUTEIbCTBA Ha
TEPPUTOPHUH JIPYrOro perruoHa u (WiM) OTCYyTCTBHEM BBIOPAHHOM MallMEHTOM MEIMLMHCKOW OpraHU3aluu
B CX€M€ MapLIpyTH3alUU NAlEeHTOB MO MPO(UII0 «PEeBMATOIOrUs» KOHKPETHOTrO cyonbekTa Poccuiickoit
®enepanuu;

. OTKa3 MEAMIIMHCKOM OpraHu3aliy NalueHTy B OeCIJIaTHOM JIEKApCTBEHHOM O0OECIICUEHHUH 0 IPHU-
YUHE OTCYTCTBHSI B MEAUIIMHCKOM TOKYMEHTALUHA OTMETKH «II0 )KU3HEHHO BaXKHBIM ITOKA3aHUSIM).

OpHuM U3 MIaBHBIX AOCTHXKEeHUHM OOlecTBa B IPaBOBOM IOJIE SBISETCS MOJIYyUYEHHUE OT 3aMECTUTEINS MU-
HUCTpa 31paBooxpaHeHus Poccuiickoit denepanuu oduImaaibHON TOAICPKKH 1mo3uiu OO0IecTBa 0 BO3-
MOKHOCTH JIbTOTHOTO oOecnieueHus nauueHTos ¢ bb (AC), peBMaTouIHbIM apTPUTOM, CUCTEMHOMN KPacHOMH
BOJIYaHKOM M PEBMAaTUYECKOM JTUXOpPAJKON N€HHO-MH)XEHEPHBIMU MMMYHOCYIIPECCUBHBIMU Ipenaparamu
0e3 NPUBS3KU K CTAaTycy «MHBanua». JlaHHas BO3MOKHOCTh CTajla JOCTyHHOW crenuanucram OOmiecTBa
B 2018 roxy, a B 2019 rony ona Hanuia cBoe noATBEpkACHUE B MUHHCTEPCTBE 3paBooxpaHeHust Poccuii-
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ckoit deneparuu, sKcriepra BceMupHoOW opraHu3amnuu 3paBOOXpaHEHHS, B paMKax pabovyero CoBelaHms
CoBera 0011€CTBEHHBIX OpraHU3AIMI MO 3alUTe TMPaB MAIMEeHTOB MPU MUHUCTEPCTBE 3APABOOXPAHEHUS
Poccuiickoit ®enepanuu, Acconuanuu pesmaronoros Poccuun. PesynbraTtoM 1aHHON AESITENBHOCTH CTAJIO
MOSIBJICHUE NMHCBbMEHHOTO YKa3aHWUsl CTPYKTYPHOIO TEPPUTOPHUAIBHOTO moapasaeneHus PoczapaBHanzopa
no MockBe © MocCKOBCKOM 007acTH B ajipec MUHHUCTEPCTBA 3ApaBOOXpaHeHuss MOCKOBCKOM o0iacTu u
JlemaprameHTa 3apaBooxpaHeHusi .MOCKBBI 0 HEOOXOAMMOCTH B KpaTJalliie CPOKU OPTaHU30BaTh JIeKap-
CTBEHHOE O0ecreueHue MaueHToB ¢ 001e3Hbl0 bexTrepeBa B yka3aHHBIX cyObekTax Poccuiickoit denepa-
UM BHE 3aBUCUMOCTH OT HAJIMUUS Y HUX UHBAJIUIHOCTH [1].

CToHT OTMETHUTH, YTO B HACTOAIIEE BPEMsI BEJETCS aKTUBHAsL padOTa HaJ MPOEKTOM MPABOBOW MOAW(DHUKAIIH
ounmanpHOro caiita O6mectBa (www.bbehtereva.ru). bazoii as co3ganus HOBOM CTPYKTYpPHI Oy/IET, B TOM YHC-
ne, «HaBurarop manueHToB» opHuLIMaIbHOTO caiita Beepoccuiickoro corosa manuentoB (www.help.patients.ru),
rae OyzeT nocTynHa ciaeayromas nHpopManus — madaoHbl 00pallleHnid B IpOQUIbHbIE OpraHbl U OpraHu-
3aIlid, OTBETHI HA HAaMOOJIee YacTO BCTpeUaromrecs Bonpockl no remaM: «lIpaBa nmanmuenta B Poccuiickoit
denepanuny», «JIbrorHoe JekapcTBeHHOE obecneueHney, «MeIulnHCcKas MOMOIIb B TOJUKINHUKEY, «Me-
JTUIMHCKAs TOMOIIb B CTallMOHApe», « BRBICOKOTEXHOIOTUYHAsI MEAUIIMHCKAs TOMOIIbLY, «[lomydeHue rpyr-
bl MHBAJIUJTHOCTHY», «CaHATOPHO-KypOPTHOE JieueHue», « TexHnueckue cpeactna peabunurauumny», «Jluc-
naHncepuzanusny, « Bakuunanus», «ConuansHoe odcmyxuBanuey, « CripaBoYHUK ManuenTa») [3].

B cragnu pa3paboTku u 00CyXIeHUsT HAXOASATCS TaKHe pa3ziessl caiita www.bbehtereva.ru xak: «bosne3ns
bexrepeBa (aHKMIIO3UPYIONTUI CTIOHIMIINT) KaK OJIUH U3 BUJ0B 3a00JICBAaHUN KOCTHO-MBIIIEYHONH CHCTEMBI
Y COCTMHUTENbHON TKaHn», « OCHOBHBIE HOPMAaTHUBHO-IIPABOBBIC AKTHI, PETYIUPYIOIIHE OOIIECTBEHHBIE OT-
HOILIEHMS 10 MoBOAY Oose3Hu bexTepeBa (aHKUIO3UPYIOLIETrO0 CHOHAMINTA)Y», «[lopsiaku oka3zaHus Meau-
LMHCKOHM momotu 1o npoduito «PeBmaronorus» BMecTe ¢ perMOHalbHBIMU aKTaMU, BKJIIOYAsl MOPSIKU
OpraHM3aliy IPOBEACHUS TeHHO-UHKEHEPHON OMONIOrMYecKoil Tepanuu y B3pOCHbIX U Y JIeTel ¢ CUCTeM-
HBIMHU BOCIHAJIUTEIbHBIMU peBMaTUueCKUMU 3abosieBaHusMU (Ha npumepe [lepmckoro xpas)», «Ilopsmok
MOJTYUYCHHS! BBICOKOTEXHOJIOTHUYHOW MEIUIIMHCKON IMMOMOIIM, BXOAsIield B 0a3zoByto mporpammy OMOCy,
«ITopsimoK Mmoy4eHus: BBICOKOTEXHOJIOTHYHON MEIUIIMHCKOHN MOMOIIHM, HE BXOAIIEH B 6a30ByI0 MpOrpam-
My OMC», «Ilepednu cTaHIapTOB OKa3aHUS MEIUIIMHCKOW IMTOMOIIH 110 PO uiTio «PeBMaTonorus», B TOM
YUCJIe NEPBUYHON MEIMKO-CAHUTAPHOM, CIEIUAIU3UPOBAHHON, B TOM YHCII€ BBICOKOTEXHOJIOTHMYHOM, Me-
nuimHckoi oMo ipu bb (AC), B ToMm dmclie npu Moaaep KUBAIONIEH Tepanuy B JHEBHOM CTallMOHA-
pe, MEAUIMHCKOM OMOIIY IPU FOHOIIECKOM (FOBEHUJIBHOM) apTPUTE, MEAULIMHCKONW MOMOIIU OOJIBHBIM CO
crionunonatusiMuy, «Knuanueckue pexkomenpanuu» npu bb (AC)», «Ilopsaku oka3zaHus MEIUIIMHCKON
nomotu 1pu bb (AC)», «Kpurepun kauectBa npu okazanuu MeaunuHckoit nomomuu npu bb (AC)», «bes-
BO3ME3HOE IOJIydeHHUE JIeKapCcTBEHHBbIX npenaparoB npu bb (AC)», «Bunabl neueOHOro nuraHus npu Ha-
xoxaeHuu namnueHTa ¢ bb (AC) B crarimoHapHBIX yCI0BUSIX, «BBIOOD rpak1aHWHOM MEIUIIMHCKON OpraHu-
3a1uu (B paMKax MporpaMMbl TOCYAapCTBEHHBIX TapaHTHI OECIIaTHOTO OKa3aHUS MEAUIIMHCKOW TTOMOIIN
Ha Tepputopun cyorekra PO, B KOTOpOM OH IPOXKHUBAET, U 3a €ro MpeaeaaMmny», «3aMeHa Jeyallero Bpaday,
«Bpb130B Bpaya Ha oM B paMkax OMC», « OTBETCTBEHHOCTh 3a MPUYMHEHUE Bpea 3J0POBbIOY, UHBIE pa3-
JIeJIbl ¥ TIOJIpa3/ielibl caiTa.

3akJiouenune

B nacrosimee Bpems B Poccuu akTHBHO IPOAOIDKAIOT paboTy JaBHO CYILIECTBYIOIIHE COOOIIECTBA Mally-
eHTOB: Bcepoccuiickoe o0miecTBo cienbix, Beepoccuiickoe 00IecTBO NTyXUX, HHbIE OPTaHU3alNH, MOSB-
JSAI0TCS HOBBIE 00bequHeHMs. Co3/laHue HOBBIX OpraHM3alMil TAKOTO poja CTABUT Iepe]l HUMH OOJIbIIoe
KOJINYECTBO 3a7jad, B TOM UHUCJIE PETYISIPHOE PELIEHUE MHOXKECTBA IOPUINUYECKUX BOIPOCOB, BO3HUKAIO-
IIUX Y NALUEHTOB B CBSI3U C HAIMYUEM KOHKPETHOTO 3a00JI€BaHMUsI, 3alIUTON [IPaB U 3aKOHHBIX UHTEPECOB,
co3/laHue NPOQUIBHOIO MPAaBOBOI0 MH()OPMALIMOHHOTO MPOCTPAHCTBA, NPU 3TOM, HA HAIll B3MVIAJ, CHEKTP
3a/lau MOKET OBITh yCIIELIHEEe peaqn30BaH Ha 0a3e y)kKe HaKOIUIEHHOTO OMbITa (YHKIMOHUPYIOLUINX 00b-
€IMHEHUI TAaKoro poja, B TOM YHUCJIE ONbITa MEKPErMOHAIBHONW OOIECTBEHHON OJaroTBOPUTENIBHON Op-
raHu3aluy MHBaIuA0B «OO0IIecCTBO B3aMMONOMOIIM Ipu Oone3Hu bexTtepeBa», B3aMMOAECHCTBUS MEXIy
MAIUEHTCKUMU COO0IECTBAMU B TECHOM COTPYIHHYECTBE C METUIIMHCKUM COOOILECTBOM M FOCYIapCTBOM
(anmpsinc «Bpau — [Tanuent — O61iecTBOY).
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LEGAL COMPONENT OF MEDICAL CARE FOR BEHTEREV’S DISEASE
(ANKYLOSING SPONDYLITIS) WITHIN THE FRAMEWORK
OF THE ALLIANCE «DOCTOR-SOCIETY-PATIENT» ON THE EXAMPLE
OF THE ACTIVITIES OF THE INTERREGIONAL PUBLIC CHARITABLE
ORGANIZATION OF DISABLED PEOPLE «SOCIETY FOR MUTUAL AID
IN BEHTEREV’S DISEASE»
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Moscow, Russian Federation,;
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Abstract. This article attempts to analyze the legal component of providing medical care for Bekhterev’s
disease (ankylosing spondylitis) using the example of the activities of the interregional public charity
organization for the disabled «Society for Mutual Assistance in Bekhterev’s Disease», to study the specifics of
the society’s activities in interaction with the state, with the medical community, with patients. The purpose
of the study: to study the legal component of providing medical care for Bekhterev’s disease within the
framework of the alliance «Doctor-Society-Patient» on the example of the activities of the interregional
public charity organization for the disabled «Society for Mutual Assistance in Bekhterev’s disease».
Materials and methods. The materials for the study were provided by the «Society for Mutual Assistance
in Bekhterev’s disease». The data is posted on the official website of the organization: www.bbehtereva.ru .
The research uses methods of description, analysis, and synthesis. Results and discussion. The Company’s
activities are diverse and are most fully implemented in the following areas: in the field of relations with
government, in the field of relations with the medical community, in the field of international cooperation.
Conclusion. The experience of the Society’s functioning can be used to create new associations of patients
with one or a group of diseases, and/or be useful for existing non-profit organizations of this kind to identify
a number of problems in providing medical care to patients with Bechterew’s disease.
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