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NAUUEHTCKHUE
OBLUECTBEHHbIE OPTAHU3AUUU

MeXpervoHanbHaa obLwecTBeHHas

HAJIEXK/IA opraHusauua Accoumauusa cooHpoB

MexperuoHansHas Accounauus

NMOMOLLM 60JIbHbIM HEPBHO-MbILUEYHbIMU
3aboneBaHusamMu «Hape>xpa»
(AD «Hapexpa»)

MexpervoHanbHaa obLecTBeHHaa opraHmsauma Acco-
Lraums oHOOB NOMOLLY 60/bHbIM HEPBHO-MbILLIEYHbI-
MW 3aboneBaHuaMKM «Hagexga» cosgaHa B 1995 roay B
Mockae.

OCHOBHOM LEeNblo Accoumaunm aBNaeTca okalaHume Bce-
CTOPOHHEN MOoMOLLM CeMbaM C OOSbHBIMU MUOOUCTPO-
duren. 3a MHOroneTtHww paboTty B Accoumauuo 3a
noaaepPXKoW 0BpaTnNoChk BOMbLIOE KOMYECTBO ceMen
M3 PasHbIX PervioHoB Poccun, 1 Ha CerofHALLHNA OeHb “Ynenel [Tpasrerns AD «Hanexnaa» MeiaHosa
Halla opraHM3auUmsa HaCUMTbIBAeT HECKOMBbKO ThICAY aK- ;%pgggiy’* T.b., lepacumosa H.JL (cnesa
TVIBHbIX Y/TEHOB.

B 1995 rogy Accouuvauven v MockoBckon obnacTHOM
OETCKOWM MCUXOHEBPOOrMUYECKOM BONMbHULEW B paMKkax
[NOroBopa 0 COBMECTHOW AeATeNbHOCTU Bblfl OTKPbLIT Me-
OMKO-peabunmMTaumMoHHbin LieHTp momowim 60abHbIM C
PeOKVMU HEePBHO-MbILLIeUYHbIMKM 3aboneBaHnamMm «Hage-
»poa». C aTOoro BpemeHu B LleHTpe exxerogHo noaydatoT
MEeOMLVHCKYIO MOMOLLb OECATKM ceMeMn. 3a HeCKOSbKOo
necaruneTuin ycnewHow paboTtel B LleHTp obpaTtmnumchb
COTHU cemel.

M4acTHKIN MEXKIYHAPOAHOW KOHGepeHLmn «LLIkona
MUosIor» B . MockBa..

3a CBOIO MHOTOMIETHIOW NCTOPUMIO AcCCouMaLmMga BbICTY-
nuia OpPraHM3aTopoOM Lefioro Paga  PasfuyHbIX KOH-
depeHUMIn U Cneumanmn3mpoBaHHbiX KypcoB. B Hux
NPVIHVMMaAW y4acThe CreuranncTbl Meaviki, npencrasm-
TeNU roCYdapCTBEHHbIX CTPYKTYP, npeacrasutesin ob-
LLECTBEHHbIX OPraHm3aumin, NaumMeHTbl M Y1eHbl X CEMEN.

Accouvauma, aenaetca yneHom CoBeTa 0OLEeCTBEHHbIX
opraHvsauum no 3awuTe npaB NauMeHToB npuv MuUHM-
cTepcTBe 34paBooxpaHeHsa Poccumckon Qegepauimn.

[Mpe3seHTalms MobiuibHOrO MPUIOKEHNS X-eLLuKa

- PYKOBOANTE b MHBDOPMALIMOHHON CEeKLMMN
MOOUJIbHBIX PELLIEHVI B OB/IACTU YIPABICHMS
anabera MIA, pa3paboTyunK NpunoxeHuss - [yCcToB
B.U. w1 pykoBoauTesis MeguimHcKor cekimm MA,
rpogeccop AHLmpepoB M.b.

AD «Hapexpa»

121609, r. MockBa, PybneBckoe Liocce, 44-1-162
+7 (910) 408 05 14

http:/www.r-mda.org

info@r-mda.org, geneger@mail.ru

X BCEPOCCUMCKUN KOHITPECC MALUWVEHTOB




NAUUEHTCKHUE
OBLWECTBEHHbBIE OPTAHU3ALWUU

BCEPOCCUIMCKan 0bLecTBEHHas
opraHusauus UHBANINAOB

HALEX /A

O6Lepoccumnckasa obLiecTtBeHHas
opraHusauua uHBanupoB «Poccumnckasa

. peBMaToJsiornyeckasa accouymauusa
«Hapexpa» (PPA «Hape>xpa»)

Hala accoumauma cosgaHa B Hadane 2006 roga, B
[aHHOe BpeMs BK/IHOYaeT B cebsa 47 pervioHanbHbIX OT-
neneHnn 1 obbeauHseT oaen, CTPafdatoLLMX peB-
MaTmueckmmm  3abonesanmammn  (P3), 60MbLUMHCTBO U3
KOTOPbIX, K COXaneHuo, aBnalTca  UHBanuoamu. Lle-
NbIO  OpraHy3aumn  aBIseTCAa  COOENCTBME  MeOMKO-CO-
LUManbHOW  aganTaupmn, BCEeCTOPOHHEW MOMOLUY, 3alumTe
MPaB M 3aKOHHbIX MHTEPEeCOB oOen, CTpagatolmx P3.

B atom rogy, koroa naHoemua COVID-19 3axBatuna BCO
nAaHeTy, y NauyeHToB ¢ P3 BO3HWKNM HOBbIE MPOGAEMBI.

B stom cBa3m co 2 anpena 2020 roga B paMkax npoekTa
PEBMO-COVID Havan padoTy OHAAWH-LEHTP MNOOAEPOMKU
Mo BOMPOCaM KOPOHABUPYCHOW MHMEKLUMM NS NaLMeHTOB
C PEBMATUYECKMMI 3a00/1eBaHUAMM.

PEBMO-COVID - 2T0 MpOEeKT, CcOo30aHHbIi Mo UHW-
umatmBe PPA  «Hapexkga» COBMECTHO C  BOJIOHTEPa-
MW MegumHoro npoekta PPA  «Hagexpa» - «PeBMo-
thakTop». OcHOBa MpoekTa - canT revmo-covid.ry,
CO30aHHbIM  YCUNMAMKM  BOSTIOHTEPOB U MPEeOOoCTaBNA0-
WM MHDOPMALIMOHHYKO MOMOLLEb B YC/IOBUSAX MaHOEMUU.

B npoekTe y4yacTBYOT BONIOHTEPbI-OKCMEPTbI B chepe opra-
HM3aLMKM 300aBOOXPAHEHNS, MeOMKO-COLMabHOM aKChep-
TW3bl 1 TRYAOBOro npaBa. AKTVBHOE 1 3HaYMMOe ydacTue
NPOUHWMMAET B NPOEKTe MyNbTUAVCUMMAHAPHAA KoMaHOa 13
OBEeHagLaTV Bpader pasHbiX creupanm3aumi.

K  Hawenm uHMUMaTvBe MpucoeduHMiacb U - rpyn-
na OVMMIOMUPOBAHHBIX — MCUXOMOroB,  BeAyLIMX — OH-
NavH-rpynnbl  MCUXONOMMYECKOW  MOAOEPMKKMU 05
B3pocbix ¢ P3 un gna poguTenem getem ¢ P3.

Takke 015 NOOAEPMKM MALIMEHTOB B HOBbIX YC/IOBMAX Ha
YouTube-kaHane «PeBMoMakTop» Pa3MeLleHO, COrMpoBO-
»OEeHHOoe NepeBOaOoM, BMOEO C pPeKOMeHAALUVSaMI AN peB-
MaTOMIOMMYECKMX MaUMEHTOB OT BeayLLEer MexXayHapO4HOW
opraHy3aLmm B o6nactu peematonoriy Esponenickon Ax-
TUPEBMaTMYECKOM JInrn. 30ech e npeacTaBieHbl MHTep-
BbtO [DEBMATOSIONOB, MCKXOMOroB, YIeHOB HalLlew opraHmn3a-
LMK C OTBETAMM Ha CaMble OCTPble NPOBMeMbl NaLUEHTOB C
PEBMATVHYECKMMIM 3a00/1EBAHUSIMM.

PPA «Hapexxpa»

15522, r. MockBa Kalumpckoe Lwocce, a. 34a
Ten. +7 (916) 061 39 41
http://www.revmo-nadegda.ru/

X BCEPOCCUMCKUMN KOHIFPECC MALUMEHTOB

Kpyrbivi ctonn PPA «Hanexna», naymeHTCKou v
BpayebHo opraHusalm KazaxctaHa B
r. AIMaThbl.

‘

Vyactue npencraBuTesnen Huxeropoqckoro
PervioHansHoro orageneHms (npeacenaress
Bepuixkosa T.[1.) PPA «Hanewna» B
6/1aroTBOPUTE/IbHOM SPMapPKe . Bbikca.

[Mpencenaresis [lepMckoro PeroHasibHoro
oraeneHns PPA «Hagexna» CUTHuYeHKO E.[.
oAAEPIKA1a NALMEHTOB C PEBMATUYECKIMI
3a60/1€BaHNAMU, MPUHAB YHYaCTHE B aKLMM
SOSenn.




NAUUEHTCKHUE

OBLWECTBEHHbBIE OPTAHU3AUUU

MeXpervoHanbHas obLlecTBeHHas

opraHusauua MHBanupaoB «MoOCKOBCKas
AnabeTnuyeckas accoumaumsa 60nbHbIX

BMECTE Mbl CHABHEE

caxapHbIM gua6etom «MOA»

(MOOU «MOA»)

MOOW «MOA» - nepBaa B CCCP obLulecTBeHHO-6naro-
TBOpUTESbHAA, HEKOMMepUecKkas opraHmsaumsa, oobeou-
HUBLUAS toger ¢ aMabeToM, MX POACTBEHHWMKOB, Meau-
LIMHCKMX paboTHMKoB. Co3gaHHas B 1988 rogy oHa cTana
VHVLATOPOM 3apOXAeHUA I pas3BUTUAa AnadeTnyeckoro
obulecTBeHHOro aBvxkeHns. Cihepa gearenbHoctn MOA
- 3alMTa nNpaB nogert ¢ gnabeTtoMm, cogencTBme peanvi-
33U 3aKOHOOATENBbHO 3aKperyIeHHbIX 3a HKMK npas. B
nepByto odepedb - MPaBa Ha KayeCTBEHHYK MeauLMH-
CKYHO MOMOLLIb B COOTBETCTBUM C HaYyUYHO-OOOCHOBAHHbLIMM
MeONLMHCKUMK CTaHdapTaMm1 U KINUMHUYECKMK MPOTOKO-
namu.

MOOW «MOA» BegeT NOCTOAHHYIO padoTy No npveBnedye-
HUIO BHMaHMS OBLLECTBEHHOCTU K NpobnemMam ntogen ¢
OMabeToM, OpraHn3yeT NPOCBETUTENbCKME MepOonpPUATUA.

E>kerogHo npoBOOUTCH BCEPOCCUMCKaA cepus Meponpmn-
ATV, NOCBALLEHHbIX BcemypHomy OHo 6opbbbl ¢ avabe-
TOM. [MPOBOOUNTCA CKPUHWHI Ha paHHee BbIaBEHMEe Caxap-
Horo avadeta. C 2014 r. exxerogHo hopMmpyeTcs cOopHas
Poccrn mo MyHK-byToony nogen ¢ agnabeTtoM, NprHUMa-
toLlaa ydacTre B yeMnmoHaTax Esponbl (DiaEuro). KomaH-
[a 9BAgeTCs ABYX KPaTHbIM BPOH30BbIM MPU3EpOoM Cpeau
koMaHa 13 17 ctpaH Esponbl. Co3gaHo nepBoe MobubHoe
npunoxeHne «XEwka» ona obydyeHna noeten ¢ arnabeTom
npaBWiaM ynpaBieHKs CaxapHbiM OMabeToM. lNpunoxe-
HME OCHALLEeHO MYHKLUMEN OMOBELLEHUA U IKCTPEHHOrO
BbI30Ba B KPUTUYECKMX CUTYaLINAX.

C 2018 roga MeouumHckaa cekuma MOOW «MOA» opra-
HU3YET VHTEPaKTMBHbIE BCTPEYM IHOOKPWMHOMOIoB, Te-
PAMNEBTOB, Bpayer obLLer NPakKTUKKL C naumeHTaMy 1 H-
TerpaTVBHYO MNPOorpamMmy «MdMeKTMBHOE YyrpaBieHue
oMabeToM ¢ mo3vuMM Bpada v naumeHTay. C ceHTadps
2018 roga gencteyeT «Kny® coupanbHoro Typmsma MOA»
ONs ioger «cepebpsaHoro» BO3pacTa, B paMKkax ropom-
ckom lNporpamMmbl «MOCKOBCKOe JoNroneTme.

MOOU «MOA»

+7 (499) 236 24 42; +7 (499) 237 00 35
119 049, MockBa, yn. loHckas, a.7, cTp. 1
www.diabet-mda.ru

www.diarussia.com
https://www.facebook.com/MosDiAss/
https://vk.com/mosdiass
mda.rdf.goustova@mail.ru

BcemupHbivt [leHb AnabeTa — exxeroqHas
MEXKPEMNOHAIIbHAS] KOHDEPEHLMS.
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[Mporpamma «CriopT 47159 BCEX» -POCCUICKas COOpHas
KOMaHAa rno MuHW yTOOY /1K0AEN C AUabeToM.
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[Tpe3seHTalmss Mobu/ibHOrO MPUIONKEHMST X-ELLKa

- PYKOBOANTE b MHGOPMALIMOHHOW CEeKLIMN
MOBUIbHBIX PeLLIEHMM B OO/IGCTU YITPaBIeHNS
anabera MIA, pa3paboTyurK rNpuioxeHus - [yCToB
B.U. 1 pykoBoamTesis MeamimHckov cexkiiv MLIA,
rpogeccop AHumpepos M.b.

[TyTewectsyem rno NoaMOCKOBBLIO -
pykoBoamnTesib Kyba CoLmaibHOro Typmr3mMa
MAOA- Kyruakosa J1.I-

X BCEPOCCUWMCKUNW KOHIPECC MAUMEHTOB




NAUUEHTCKHUE
OBLWECTBEHHbBIE OPTAHU3ALWUU

O6Lepoccumnckasa obLiecTtBeHHas

BOOT o, OpraHu3auuMs WHBaNMAoB
\COACUCTBHC «Bcepoccuiickoe o6LLeCcTBO

oHKoremartonorum «COOQENCTBUE»
(BOOTI' «Copeuncteue»)

BOOTI" «Cogencrame» co3ngaHo no MHMLMATMBE NaumeHToB,
UIEHOB KX CEMEW 1 IKCMEPTOB OJ19 PeLleHns NpobnemM na-
LIMEHTOB C OHKOSIOMMYECKUMM 1 OHKOreMaTOoIorMYeCcKiMi
3aboneBaHuamy. CerogHa opraHmsaumsa obbeomHser 60-
nee 7 000 naupeHToB 13 68 pervioHos PO. BOOT™ «Copen-
CTBVIE» BbINOSHAET PYHKUMM NPEOCTaBUTENS MNALMEHTOB B
opraHax BNnacTy, MHMOPMUPYET NaLMEHTOB, CrneLmaniMcToB
1 OBLLECTBEHHOCTb OO OHKOMOMMYECKMX 11 OHKOreMaTon0-
rMYEeCKMX 3a00neBaHKIaX, lIedeHun, crnocobax NnpeogoneHs
TPYOHOCTEV MOBCEOHEBHOW MI3HU C OMArHO30M OHKOreMa-
TONorna. HanpaeneHna PadoTbl:

VHULMUPOBaHWE, MOAOSMKA UM akTUMBHOE ydyacTue B
NPOABUMMKEHNY 3aKOHOOATENbHBIX WHWLMATKB, Hanpas-
JNIeHHbIX Ha 3aLLMTY MNPaB NauUyIeHTOB C OHKOMOTMYECKM-
MW 11 OHKOreMaToNIorMyeckyiMim 3a001eBaHUAMI;

PaboTta Hapg pelueHreM npobnemM OokKasaHua MeouuUyiH-
CKOW MOMOLLIM MaLMeHTaM B COTRYAHWYeCTBe C NpeacTa-
BUTENIAMU BIACTY M OPraHaMim 300aBOOXPAHEHNS;

O6bedHeHVe NaLMeHTOB, Y1IEHOB VX CEME, SKCMepToB,
OBLLECTBEHHbIX AeATener 1 MHbIX COLMAaNnbHbIX NapTHe-
POB 019 peLLeHra NpobneM peannsauny npas naLmeH-
TOB Ha JOCTYMHYIO U KAUYeCTBEHHYH MeOVLIMHCKYO Mo-
MOLLIb;

FOpuaomyeckasa nogaepxka nauyeHTos.

MpviMepbl AeATeNbHOCTY:

MNpoBeaeHWe LWKOI NaLMeHTOR 1 BeOUMHaPOB 06 OHKOMO-
FMYECKNX 1 OHKOreMaToNormyeckix 3aboneBaHunax, co-
BPEMEHHbIX METOOaX IeHeHMs, BO3MOMKHbBIX OCTOMHEHW-
g%, MOOOYHbIX 3P dDEKTAX 1 CNOCOBAX MX MUHUMU3ALNN;

DopMMPOBaHKEe COOBLLIECTBa MaLMEeHTOB Ha OCHOBE
Beb-camTa, dPopyMa, CoLManbHbIX ceTen, Ona obmeHa
OfMbITOM;

MpoBegeHe MePONPUATUIN 19 HanpaBNeHHbIX Ha Bbl-
ABMEHNE 1 aKTyanm3auuio npobnem JOCTYNMHOCTU U Ka-
yecTBa MeaVLMHCKOW MOMOLLY MNP OHKOMOMMYECKUX 1
OHKOreMaTOoIOrNUYeCKrIX 3a60/1eBaHNAX.

BOOrI «Copencreue»

123007, r. MocKBa

XopolleBckoe Locce, A.35, k.2, ocdmc 303, 305
+7(499) 195-30-04

+7(499) 195-96-28

sodeystvie-cml.ru

info@sodeystvie-cml.ru

X BCEPOCCUWMCKUMW

[poBeneHne Be6L1HaAPOB B PAMKAX MHTEPHET-
MPOEKTa «YHUBEPCUTET 4715 NALMEHTA».

QorossicTaBka «Cunal [evictue! XXuvu3sHb!».

KOHIFPECC MAUVMEHTOB




NAUUEHTCKHUE
OBLWECTBEHHbBIE OPTAHU3AUUU

ObLWwepoccunckana onarorsopuresibHas

BCEPOCCUMNCKOE  ob6wecTBeHHas opraHusaums
i OBLLECTBO MHBanupoB «Bcepoccumckoe ooLecTso
ACH

omoracermionsm TEMOOUNUN remocpunumn» (OBOOU «Bcepoccuinckoe
ob6wecrsoreMocunumn»)

OcHoBHaa 3apada Bcepoccumckoro obuiecTtBa re-
MOMUANKM - 3aLUMTE 3aKOHHbIX MNPaB MauuMeHToB C re-
Mochunmen, GonesHbto BunnebpaHgoa M nNauueHToB C
navonaTnyeckom TPOMOOLMTONEHNYECKOW MypPnypomn
(T, ynydlleHre KadecTBa UX XU3HW U colManbHas
apanTtaumna. B 2020 rogy BOTI ncnonHmunock 20 net. Bece
3TU roAbl OPraHn3aunsa BeO&T akTVBHYIIO 4eATeNbHOCTb,
OCTaBavACb HaO&XHOW MOAOEPKKOWM ONA MauveHTOB B
Halwew cTpaHe. B eé cocTaB BXOOAT pervoHasbHble Op-
raHM3aumm n3 69 cyovekTo Poccuickom Genepalm.
OpraHvzaumna BeOoéT MNPOCBETUTENbCKYIO PaboTy, UH-
hopMrpyeT 0OLLECTBO U rOCYAAPCTBEHHbIE CTRYKTYPbI
O npobnemMaTuke, CBA3aHHOW C PeaKMMK KoaryaonaTtu-
aMK, npeanaraeT Mepbl NoAAePKKW MNaUMeHTOoB. 3allu-
LaeT npaBa MNauMeHToB Ha obecnedeHure COBPEeMeH-
HbIMW NEeKaPCTBEHHbIMK NpenapaTtamun. BOI yuyactByeT
B [pa3BUTUM OOLLECTBEHHOrO OBVKeHUs B Poccuu, B
opraHM3auny KOHCTPYKTVMBHOIO B3anMOAeNCTBUA Ma-
LMEeHTCKMX ObOLLEeCcTB, OpraHoB BMAacTy M nNpodeccuno-
HanbHOro coodbulecrtsa. B 2020 roay 66110 BbINYLLEHO
BTOPOE M3gaHMe MedaTHOro nocobuwa ONnd nauveHToB
W poouTenen «feModunna: Kak XUTb 1 He OOATbCA.
Haww canTbl https:/hemophilia.ru n https:/itpurpura.
ru NPegocTaBAAtOT akTyallbHYO MHMOPMaLMI Mo BCe-
MY CMEeKTPY BOMPOCOB, CBA3aHHbIX C 3a00/1eBaHMNEM.

B ycnoBuax naHgemmm COVID 19 opraHmsaums 0encTBy -
eT B HOBOM pexxrMe, CoOXpaHuaa U HapallyBaeT KOHTaKT
c ayoutopuen. B 2020 rogy npoBeneHo 6onee oecaTtu
0BOLLIEPOCCUNCKIX OHMNAaMH MeponpuaTUiA.

Bcepoccuiickoe o00LEeCcTBO reModunmm BxoauT BO
BC@MMDHyl'O cbeﬂepaul/lro I—eMOd)l/IJ'II/Il/I N EBDOI‘IGI;ICKI/II;I OKCKypcKrsa B Bosirorpan naLmeHToB 1 poauTeien
KOHCOPLUMYM reModunmm. AKTUBHO B3aMMOOENCTBYET C besroponckon pervoHansHoM opraHnatiim BOI
3apyOexxHbIMK 0BLLIECTBAMU reMOMUNINK, COQENCTBYET
oby4yeHnto Bpaden.

«Bcepoccumckoe ob6iecTtso remopunum»

125167, MockBa, HapbllUKMHCKaa anfesa o. 5, cTp. 2,
KOMH. 317, 320

8 (800) 550-49-21 - ropauada nmHusa no remouinmm no
6yaHam ¢ 10 po 16 yacoB

+7 (495) 748-05-10

+7 (495) 612-20-53

+7 (495) 612-38-84 LIkona remogusinm. HpoCs1aslb.
https:/www.hemophilia.ru

office@hemophilia.ru

X BCEPOCCUWMCKUNW KOHIPECC MAUMEHTOB




NAUUEHTCKHUE
OBLWECTBEHHbBIE OPTAHU3ALWUU

O6Lepoccumnckasa obLiecTtBeHHas
06LLecTBO opraHusauusa «Bcepoccumnckoe

(. Bcepoccuitckoe

ob6LwecTBo peakux (opdaHHbIX)

3aboneBaHun» (BOO3)

OpraHuzauma co3oaHa B 2012 rogy. O6LecTBoO 0ObeanHAET
CNOYKHYHO KATEropuio MaLMEHTOB — PeaKMX, C PasHbIiMK 3a-
6oNeBaHVIaMK, eueHme ana OONbLUMHCTBA U3 KOTOPbLIX He
pa3padotaHo. BOO3 - eanHCTBEHHAA B CTPaHe opraHm3a-
LMSA MO peakiM 6onesHaMm, MMetoLas BCepOCCUCKI CTa-
TyC. B ee cocTtaBe ceronoHa - npeacrtaButenm 54 pernoHos. B
OBLLIECTBE OENCTBYIOT DKCMEPTHbIM COBET, OObeAVHAIOLLMMN
Bpayen, yueHblx, rpynmnbl no HanpasneHuam. Lens BOOI:
co30aTbh B Poccum cucTeMy COBPREMEHHOWM 11 CBOEBPEMEH-
HOW OMArHOCTUKM, 1eueHUs U peadbunutaummi ana nauyeH-
TOB C peakuMm 3adoneraHunaMm. OcHoBHbIe 3aaadr BOO3:

- [loMOLLb NaumeHTaM 1 BpayebHOMY COOOLLECTBY B MO-
NIYUEHUN MHMDOPMaLM O PEOKUX 3a00MeBaHNgX U Me-
TOOaX UX NeYeHUs;

- VHDopMUpoBaHMe O npobneMax NaumeHToB C peaKu-
MK 3a60NeBaHNAMIL;

- OKa3aHWe IopraNYecKon NOMOLLM NaLmeHTaMm;

- MOHUTOPWHI NeKapCTBEHHOro obecrneyeHna naumeH-
TOB C peaKMm 6oNe3HaMu;

- YyacTue B 3aKOHOTBOPYECKOM padoTe B cdhepe opdaH-
HbIX 3a60neBaHM;

- YyacTe B MeXOyHapOodHbIX MPOeKTax Mo YCUNeHWo
roy10Ca pPeaKMx NaumeHToB B MUPe.

Cpeoun nonynapHbix npoektoB BOO3 - WKO/Ibl NALMEHTOB,
BbINyCK XypHana «+RARUS: Peokume 6onesHn B Poccumy, ro-
pavas «Pegkas nHWS», NeTHWE Nnareps- LLUKOMbl O/19 ceMel,
KY/VHAPHbIE MaCTeP-KacChl 4NA NaUMEHTOB C OCODEHHO-
CTAMY  aveToTepanuy, npoBedeHne O6naroTBOPUTENbHbIX
AYKLMOHOB M hoToBbICTaBOK. [peactasutenn BOO3 Bxo-
OAT B DKCMNEepTHbIM COBET MO peakuM 6onesHam npu Ko-
MuTeTe focynapcteeHHoM dyMbl PO no oxpaHe 34000Bbs,
O06LLEecTBEHHbIM COBET MPU YMONHOMOYEHHOM MO MpaBaMm
pebeHKka Npu lMNpe3naeHTe Poccrn, COBETHI MO 3aLlMTe NpaB
naumeHToB nNpu MuH3gpaee Poccum, Poc3npaBHag3ope,
MpU pernoHanbHbix opraHax Bnactv. BOO3 asnaetca yune-
HOM Bcepoccmmckoro cotosa naupeHToB, coBmectHo ¢ BCT
npoBooMT «OBLLEPOCCUNCKM OpdaHHbIV hopymy. BOO3
COCTOUT B EBPOMENCKOM OpraHM3aLym no peakum tones-
HaM EURORDIS, B Me»KayHapOOHOW OpraHm3aumy no pea-
KM 6onesHam Rare Diseases International.

BOO3

109544, r. MockBa, yn. bonbwaa AHgpoHbeBcKkasq, a. 17,
KOMH. 514/3

+7 800 201 06 01

www.rare-diseases.ru

vooz@bk.ru

X BCEPOCCUMCKUMN KOHIFPECC MALUMEHTOB

B71aroTBOPUTE IbHBIV QY KLIMOH, TOCBSILLIEHHBIV [HIO
peaxux 6one3Hen.

bornee 150 cemert npuvHSIM y4acTtme B J1IeTHEM
siarepe - LIKOJ1e OpraHmM30BaHHO DOHAOM
«CUHAPOM Busibsimcas 1 BOOS3.

[lpecc- KoOHePeHLMS B VI3BECTUSX C yYaCTUEM
pykosoamtener BOO3, BCl, komuTteTa rno
coumarnibHow nontike O PO, komuTeTa
[OCYA8/PCTBEHHOM 1Y Mbl 10 3403BOOXPAHEHMIO.

Berpeya ¢ npegcenarens BOO3 ¢
pykosogutTenem EURORDIS SHom Jle Kamom B
2019 roay.
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MeXpermoHanbHas ooLiecTBeHHas
' opraHusauua HedpoJsIorMyecKux

nauueHtToB «HED®PO-JIUTA»

(MOOHMN «HEDPO-JIUTA»)

— —

O6beAMHAEM 1 NOAOEPKMBAEM NALMEHTOB C XPOHMYE- ‘ %///
CKOW BONE3HBIO MOYEK, MaLMeHTOB Ha Anannie 1 nocne nel ol Y/
TPaHCMAaHTaUMK, @ TakXKe MX POACTBEHHMKOB C Lefbto B S W,‘”
YAYYLWEHWS AOCTYMHOCTU MeOULMHCKOWM MOMOLLM 1 MO- : ,
BblLUEHMSA KayecTBa »kM3HU. OpraHm3auMa cosfaHa B
2008 roay, npencTtaeneHa B 45 pervioHax Poccun.

Hawmn goCcTuxeHns:

[narcbopma TransplantNet npencrasieHa
- TpaHCnopTMPOBKa NaLMEHTOB OMaNM3a BKIKOYEHA B MEOMLMHCKOMY COOOLLECTBY Ha IV Poccurickom

NPOrPaMMy FrOCYAaPCTBEHHbBIX FapaHTUIL. HALIMOHA/TBHOM KOHIOECCEe C MEXKAYHAPOLLHBIM
yyactvem « TbaHCrIaHTaLUMns 1 JOHOPCTBO

- Co3paHa TenemMegnLUmMHcKas nnatcopma OpraHoB.
TransplanNet onsa MOHMTOPWHIA MauMeHToB nocrne
TPaHCNNaHTaun no4ykn 1 nedyeH, noet pa6OTa no
pacLumpeHnio nnaTdopMbl A8 NauMeHToB Ha aAua-
nv3e 1 0oAVann3Hblx, IO4en Nocae TpaHCcnaaHTa-
UMK cepaua v nerkmx.

(4 banna)

- Meponpuatmna BceMmnpHOro oHa NOYKM OXBaTbiBAOT
6onee 45 pervoHos PO.

- AHVMaUMOHHbLIN ponnk «Cnacnbo, goHop!» cobpan
6onee 30 TbiC. MPOCMOTPOB. [MoBbICMAACL AOCTYM-
HOCTb TPaHCMIaHTaUWKW, NPWHATa LeneBas npo-

LlIkona roHOoro rniaymeHTa B orgesieHumn
roamMma. TPaHCIaHTaummy nodku PAKB: Nno3HaBaTesibHbIe

- Mbl NPOBOAMM LLUKOMbI NaLUMEHTa, OHMNANH-TPAHCS- JIEKLMM BPEYEH, KOHKYPChI, BUKTOPUHbI, PECCKa3bI
LMW, HaMaxKeH BbiMYyCK 6pOLIOP U BYKIETOB. MBUNEHTOB O NPEORONIEH GOTIE3HN.

. . \CC VST
CHEDOPO-JIMTA» aBnaeTca uneHom EBponenickown de- £2

oepauny nodedHblX nauveHToB, EBponenckom v Bce-
MUPHOW dhenepaun cnopTa ON4 Jtoaen nocne TpaHc-
nNaHTauum, NpOBOAUT CMNOPTUMBHbIE MEepOonpUATUA B
pervioHax. B MeXxayHapoOHbIX COPEBHOBAHWAX POC-
CUVCKMMK NauMeHTaMy 3aBoeBaHoO 35 Menanen, 13 HUX
CeMb 30/10TbIX.

CriopT A/151 X13HUW. POCcuickasl KoMaHaa cTasia
roéeauTenem MexXnyHapOaHOro TYPHMUPE MO MUHM-
yT60/y B bpecte (Pecrniybrivka benapyck).

MOOHN «HEDPO-JIUTA»

129281, . MockBa, OnoHeukun npoe3sa 0.8 KB.22
+7 (910) 430 60 22

+7 (900) 347 66 85

https:/nephroliga.ru/

https://donor4life.ru/

nephroliga@gmail.com

X BCEPOCCUWMCKUNW KOHIPECC MAUMEHTOB
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BnarorBopuTtenibHbin hOHA NOMOLLM

XEYIKME
JTFOOM

BJTATOTBOPUTEJbHLIV ®OHA

PervioHanbHaa oOOLLECTBEeHHas opraHu3auma  «Xpyrnkue
oetun» Oblna 3apernctpupoBaHa 6 depana 2008 roga.
Yypegutenamu Obiny POOUTENN OeTer C HeCoBepLUEeHHbIM
OCTeoreHe3oM. [MaBHOW 3agadven opraHm3aumm Obi10 nNpo-
BO3rNaLleHo npuienedeHre BHYMaHKA OOLLEeCTBa U rocy-
LAPCTBa K MpobaeMaM «xpynkyx» geten. OoHakKo, 40BOIbHO
CKOPO CTasI0 OUEBUOHO, UTO M3MEHEHMe CUCTEMbI rOCYaap-
CTBEHHOW MOMOLLY «XPYMKUM» OETAM HOCUT OO/ITOBPEMEH-
HbI XapaKkTep, B TO BPEMA KaK MOMOLLb VM Hy>XKHa 34ecCb U
cenyac. Noatomy 25 oktadpa 2014 roga 6bin co3naH bnaro-
TBOPUTENbHbBIN DOHL, «XPYMKME NIHO4N.

Mucecua poHga — co3gaHue YCoBUM ONs U3NYeCKoro U
NCUXONOrMYeckoro 6aarononyymsa geTem M B3pOoCsbix C He-
COBEpPLLEHHbIM OCTEOreHe30M, HeoBXoaMMble ANA X aKTUB-
HOW YKM3HEHHOW peanm3aumi.

Lenb doHoa — NoCTpoOeHMe CUCTEMbl MeOMLMHCKOW, MCU-
XONMOMMYECKOM 1 COoLIManbHOW MOMOLLY CeMbaAM MnalueH-
TOB C HECOBEPLLUEHHbIM OCTeoreHe3oM B Poccun, a Takxke
npocBeLLeHme obLLecTBa O 3aboneBaHuy. PoHa, «Xpynkue
ntoam» paboTaeT Haa Co3AaHVeM CUCTEMbl MOMOLLM JTHOOAM
C HecoBepLLEHHbIM OCTeOoreHe3oM 1 pyront KOCTHOW na-
TOMOrMer MNo HanpaBNeHVsaM: XMPYPIrig, KOHCEpBaTUBHOE
neveHye, peabunmTaums, NCUxXonoryeckas NoMoLLp 1 Co-
LiasibHasa NnoaoaepxKa.

doHa aBnseTca uneHoM EBponenckon accoupaLim no Heco-
BepLueHHoMY ocTeoreHesy (OIFE). K HacTosawemMy MOMEHTY,
6narogaps AeaTeNbHOCTM 0berx opraHm3aLii, NoOBbICKICA
YPOBEHDb MHMOPMMPOBAHHOCTM OBLLIECTBa U BPA4Yen O 3a-
6oneBaHVK, yOoanocb CrioTUTb M 0ObeaHWUTb NaLMEHTOB,
HEeCOBEePLLUEHHbIV OCTeoreHes BHeCIM B nepeveHb opdaH-
HbIX 3aboneBaHuM (NocTaHoBNeHMe [MpaBuTenscTBa PO Ne
403 ot 26.04.2012). Tak e 3aperncTprpoBaHbl TeIecko-
nmnyeckme WtndThl Fassier-Duval (perncTpaumoHHoe yaoo-
cToBepeHne Ne P3H 2017/6225 ot 19.09.2017).

BnaroTBopuTenbHbI POHA «XpynKue nogu»
125284, r. MockBa, 1-bit BOTKMHCKKUIM Npoe3a, A. 7 CTp.
1, «<bnarocdepa»

+7 (903) 590 04 00

www.hrupkie.ru

info@hrupkie.ru

60JIbHbIM HECOBEPLUEHHbIM
OCTeOreHe3oM U APYrou KOCTHOM
naronormen «Xpynkue nogu»
(BnarorBopuTtesibHbIN PoHA «XpynkKue
nwoan»)

ApPTEM MOCTUraeT OCHOBbI FOBE/TMPHOIrO MACTepCTBa
B s1arepe «[paHu XpyrikoCTiy.

Macrep-knacc « OCHOBbLI FeMMOJION» B
MPOGHOPUECHTALIMOHHOM HOBEJTNPHOM J1arepe.

«Xpyrikme Ay B Coyun BO BPEMS
peabun/INTalMOHHOro areps «llnaHeTa [eHe3mcs.

Makcum KaszapuH BO BpeMs 3aHSTUS 110
peabuinTaumm B 1arepe Ha Mope.

X BCEPOCCUMMCKWMWM KOHIFPECC MALUMEHTOB
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S %a,’ MeXpermoHasnbHas 6s1arorBopuTtesnibHas
;:f 3 obLecTBeHHaa opraHusaumsa «Ko>XHble
B § M annepruyeckue 6onesuun» (MbOO

7 D

&

U

«KOXXHble U annepruyecKkume 6ones3Hu»)

«KOXHbIE N
AJNEPTUYECKUE
BOJIE3HU»

MBOO «KoykHble 1 anneprudeckre 6o0ne3Hm» 6bi1a oc-
HoBaHa B 2012 roay.

Muccua opraHm3aumm - MoOBbICUTb Ka4yeCTBO MKU3HU
NaUMEHTOB C XPOHMYECKUMIK 3aboneBaHnaMy Ko, B
2020 rogy opraHm3aumsa 3anycTuna MobubHoOe Npunio-
»eHre CheckSkin ona nogen ¢ 3a6oneBaHaMmM KOMXKM.
C nomoubto CheckSkin naumeHTbl CMOryT BeCTU KOH-
TPOMb CBOEro CaMOYyBCTBUA W (DUKCUMPOBaTb adeKT

uuuuuuuu

Newra

.‘ Crares 06 HCCeAOBSHHAX.
o

NPUMEHAEMOro neyeHn4. MobunbHoe rpunoxeHme CheckSkin 4 nonev ¢
XPOHNYECKMML 3660/IEBAHMSAMIN KOXKU.

MoogomkaeTca hoTonpoekT «BuaeTb rnaBHoOe», KOTO-
pbIV Nepellen B opMaT BUPTYabHOW BbICTaBKW, MNOSI-
HOCTbIO BOCCO34at0OLLASA «KMBOWM» OMbIT O3HAKOMIIEeHS
Cc oTorpadramMmn, cTaB AOCTYMHOM A9 BCEX He paB-
HOOYLWHbIX K OaHHOW Npobneme atogen. MNopw nogaep»x-
ke DoHOoa NPe3naeHTCKUMX MPaHTOB 3amnylleH MpoekT
«apMoHKMa B oylUe - 300Pp0Basd KOXa» no ncrxogepma-
TONOrMYEeCKow MOMOLLV MNauueHTaM C XPOHUYECKUMY
3aboneBaHnsaMU  KOXUK. Pa3paboTaHbl MeToamyeckue
MaTepuanbl NS Bpader 1 naumMeHToB No OaHHOM TeMa-
TUKE.

Koy ribivt CTO/1 4719 NaLUMEeHTOB C aTOMNM4YeCKUM
1ePMaTUTOM.

B onnamH cdopmaTte opraHmlyetca Il Obwepoccum-

CKMI (DOPYM COOENCTBMA 3alumMTe nNpaB W MHTepe- g 14-15Hon6pn 2020
COB MaUMEHTOB C XPOHUYECKUMU 3abOoNeBaHMAMMN

ko, B 2020 rogy nposefdeH PSA KPYIbIX CTOMNOB Il 06wepoccuitckuit

no npotnemMaM aTomMyeckoro nepmatuTa, ncopua- OHNanH GpopyM NauMeHToB

C XPOHUYECKNMHU
3aboneBaHUAMU KOXMN

3@ U VMHMDOPMALVOHHBIM TEXHOMOrMSM B MeauLuHe.
OpraHvsaumren npoBOOATCA MacwTabHble wccnego-
BaHMA MO KayecCcTBY OKa3aHWa MeOuKko-ColMaibHOM
AOMOLUM MNauMeHTaM C  KOXXHbIMKU  3a001eBaHUSAMMN.

/I O6LLePOCCUUICKIM (DORYM MALIMEHTOB C
Ha o6HoBRNEHHOM caliTe http./Koxa-annepris.pd 3a- 3500/1CBAHNSMA KON
paboTana UHTepakTuBHaa KapTa JIMY oKa3sbliBatoLWmx

BMI nomoLb No npoduio gepMaTtoBeHepoorms.

MBOO «Ko)XHble U annepruyeckue 6o5nesHn»

125430, r. MockBa, yi. MNaTHuuKoe wocce, 31 3
+7 (926) 138 76 03 CeMMHa,Ob/ 0O rNCUXOSIOrM4eCcKoum 1

epPMaTONIOrMYECKOM MOAACPIKKE. I BOPOHEMX.
http://ncopuraspernon.pd/ Aep a4ep 0

http://skinallergic.ru/
oppsor@yandex.ru

X BCEPOCCUWMCKUNW KOHIPECC MAUMEHTOB
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MeXperuoHanbHas o6LlecTBeHHas
“eey 6n1aroTBopuTenibHas opraHusauusa

A n kyl .S l n g‘ O6uiecTso B3auMonoMowH

npu Bonesu Bextepesa MHBaJINAoB «OGLI.I,eCTBO B3anMonomMmoLuum
Ankylosing Spondylitis
0 SPONDYLiTIS

Association npu 6one3Hu bextepeBa» (MPOBOU
«O06LecTBO B3aUMONOMOLLMU NpU
6one3Hun bexTtepeBa»)

ObuwectBo co3pmaHo B 2012 rooy v obbegunHaeT ce-
rooHa 27 pernoHanbHbIX oTaeneHun. Llene- nosbliule-
HME KaYeCTBa »KM3HW NaUVEHTOB C aHKWIO3MPYOLLMM
CNOHAWNTOM U OPYrUMU peBMaTUYECKUMUK 3abone-
BaHMAMK. KntoueBble 3a0adyyl - COBEPLUIEHCTBOBaHME
3HaHWIM O BonesHn bexTepera, MeToaax neveHusa, pea-
OUNMTaUMM MAUMEHTOB, @ TakKXXe OpraHmsaumns cotTpya-
HUYeCTBa Mexay naumeHTamy, MeamkamMm 1 BAacTbio.
B cotpyoHuuectee ¢ OIbBHY HWMKM Pesmatonorum
PAMH 1 Accounaunen pesMaTonoros Poccun, npu 3aHSTIS NEYEBHON COM3KYBTYPOM Ha LLIKone 8
nogaep»ke naptHepos, OBLECTBO peanm3yeT Mnpo- Maxauxane mapt 2020.

rpamMMmbl;

- «lkona ona naumMeHToBy;

- «PaHHaa guarHocTuKka» - pasBuTHEe OHMaWH WH-
CTPYMEHTOB pPaHHen caMoamarHOCTUKM;

- «MobunbHoe npunoxxeHune ASpine» - nNpunoxe-
HMe N9 NaUVEHTOB VI PEBMATONOMOB;

- «AKTUBHAaSA XV3Hb» - MPOABVIKEHME CrneunanbHOro
Kypca JIOK;

- «HayuHble nccrnenoBaHMs». Macrep-knacc « OCHOBbI FreMMOJION» B
MoOPOPUEHTALIMOHHOM FOBEJIMPHOM Jlarepe.

B 2017-2019 rogax npoekTbl ObuwiecTBa ToV»KObl Mo-
nydany nopaepky PoHga npesnaeHTCKUX MPaHToB.
Moe3ngeHt O6b6uwecTtBa Anekcenm CuTtano nponon-
»un paboty B coctaBe CoBeTa AvpekTtopos Axial
Spondyloarthritis Internation Federation - Mbl cTanu
4UaCTblo rNoBaIbHOM KOMaHdbl MO YYYLLIEHUIO CUTY-
auMM C 3a0ePXKKOM OAMAarHOCTUKKM akCMaslbHOro CroOH-
ovnoapTputa. Bo B3avMogoencTBumM ¢ MUH3OPABOM,
BcepoccuMmckmM  COK30M  MauuMeHToB, agenyTtaTtamum
focaoyMbl U aKCNepTaMy OOCTUMHYTO HECKOJSIbKO CU-
CTEMHbIX YNYYLUIeHUM anda nauueHToB. bonesHb bex-
TepeBa BOLLUIa B CMWCKK 3aB0eBaHUM, MPU KOTOPbIX
MHBaNMOHOCTb MOXET OblTb Ha3HayeHa cpa3sy, a TaKk-
e MpenoCcTaBeHO CaHATOPHO-KYPOPTHOE fedeHne.
YBennyeHa AOCTYMHOCTb JIbFOTHOMO NIEKapCTBEHHOIO
obecneyenHua MBI 6e3 nHBannagHoCcTW. Bepetcsa aHa-
N3 BHeOpeHWsa MOOEPHM3WPOBAHHbIX KPUTEPKWERB UH-
BanVOHOCTM Mpu 6onesHn bexTtepera 1 Opyrvx peB.-
MaTn4yecknx 3aboneBaHnsaXx.

X KoHrpecc niaymeHToB, Hosi6pk 2019.

MPOBOMU «O6LwwecTBO B3aUMONOMOLLU NpU
6one3Hun BexTtepeBa»

15522, r. MockBa, Kawunpckoe wocce, a.34A
+ 8 (916) 397 58 93

http://bbehtereva.ru

info@bbehtereva.ru

X BCEPOCCUMCKUMN KOHIFPECC MALUMEHTOB
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MeXpervoHanbHas obLlecTBeHHas

e ey opraHusaums «CopeicTene MHBaNUAAM
HCCEMbM C AeTCTBa, CTPaAaloLWmMM 60N1e3HbIO

Mowe, U UX ceMbsAM»

MexpervioHanbHas obLLeCTBeHHaA opraHmsaunn «Conencteme
MHBa/IMOaM C OETCTBA, CTPAOAOLLIMM BOMe3Hbo [owe, 1 nx ce-
MbAM» MOKa eAVHCTBEHHAA OOLLECTBEHHaA opraHm3aums B Poc-
cnKn, KoTopaa yrke Bonee 20 NeT 3aHMMaeTca NpodbemMami NaLiyi-
EHTOB C 60Oe3HbIO [oLLe.

Halla opraHmM3aumsa CoTpyaHMYaET CO BCEMM OpraHaMii 3aKOHO-
[aTenbHOW 1 ycnonHUTebHoW Bnact PO Ha dhenepansHoOM U
PErvoHaIbHOM YPOBHSIX, OTCTAVIBAET MHTEPECHI MaLMeHToB ¢ 60-
Ne3HbIo [oLLe.

Bcepoccuickim ¢oopyM NaLineHToB, MOCBSLLIEHHbLIN
penxKomy 3abos1eBaHUO - 601e3HM [oLe.

OpraHM3aLms SBASeTCs YWieHOM COBETOB OOLLIECTBEHHbBIX Opra- _
HM3aLMM MO 3aLUMTe MPaB MaumeHToB npr MuH3gpase Poccum Il l J
1 PocanpaBHaazope, Bcepoccnickoro cotosa naLyieHToB, EBpo- 2 ‘
nemckoro lole ansaHca (EGA), EBponerckon Accoupaan rno
penkM 3atonesaHaM (EURORDIS).

OpraHM3aLms npuvHYMana akTMBHOe ydacTvie B co3daHum D3
Ne323 «O6 ocHOBax OXpaHbl 300p0Bbs rpaxaaH PD», roe sBrep-
Bble Obl10 BBEOEHO MOHATVIE PeaKoro 3aboneBaHus. bnaronaps
HaLLem gesaTenbHOCT 60ne3Hb [oLle BoLUIa B MporpamMmy «7 Bbl-
COKO3aTPATHBIX HO30MOM Y.

Bcepoccuvickas KoHpbepeHLms «Peakme 601e3HM B
Poccun. gmarHo3, 1e4EHNE, X3Hb».

Mbl yyacTByeM B MHMOPMALMOHHbBIX aKLVAX, KOHMEPEeHUax
OPYX MEPOMPUATHAX C LIENBIO MHDOPMMPOBaHKIA © NpobiemMax
naLyeHToB. Mbl MPOBOAMM MOHUTOPRVIHI NIeKapCTBEHHOro obecne-
YEeHMS, OpPraHM3yeM LLIKOSbI O/ MaUMEHTOB, 13daem OpOoLLKOPbI,
OKa3bIBaeM MOMOLLb B MapLURYTU3aLMM MALMEHTOB, @ Tak Xe OCy-
LLIECTBIFEM IOPUOMYECKYIO U MCYXONOMAYECKYHO MOMOLLIp.

Tonbko 3a NpoLUedLIVy ron, HaMu Oblni NPOBEOEHb!I MepOonpUsa-
TS 419 NaumeHToB [oLue B ropoaax: Mockea, HyixkH1y Hosropoa,
BnagmBocTok, KazaHb, Capatos, CeBactononb, CaHkT-[eTepbypr,
Ya, KpacHomap, BopoHex. Mbl mpoaom«iiM paboTy B MOaOe0-
Ky MaLMEHTOB, Pay OBECTIeUeH sl IPaxaaHaM PaBHOMo AOCTYMNa Kpy 7111 CTO/ 10 MPOG/IeMaM NaUMeHTos

K OMarHOCTUIKE, NIeYeHIO, COLMATBHBIM rapaHTUISIM. C peaKyM1 3360/1EBAHNAM «Pearn3aLins
roCyAapCTBEHHbIX MOrpamMm rio PpenkiimM

3ab60/1eBaHMAIM B YeueHCkow Pecriyb/imkes.

300p0oBbsA BaM!

MeXXperMoHasibHass OOLLECTBEHHasA oOpraHmsaumsa «Copei-
CTBUE MHBA/IMAAM C OETCTBA, CTPafaloWwmM 6onesHbio Mowwe m
MUX CEMbSIM»

115477, r. Mockga, lMNponetapckum npocnekT, 35-114

+7(916) 597 7317

http:/gaucherru

info@gaucher.ru,

marinaterekhova@mail.ru

XIBCEPOCCUMCKNMN KOHITPECC MAUMEHTOB
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CaHkT-lNMeTepObyprckasa accoumauumsa

YETBEPT) BEKA
£ 3A60TON

ob6LecTBeHHbIX 06 beAgUHEeHUN

0 NETAX poauTeneu peTten-MHBanNMaoB
«FAOOPOU»

CAHKT-METEPBYPICKAS ACCOLMALIMA OBLLEECTBEHHbIX
OBbEAVHEHWIN POOUTENEN OETEN-UHBAIMOOB «TAOOPLAM»

Accoupaupa TIAOOPON ocHoBaHa B 1992 rony. CerooHst TAOOP-
V1 - 310 23 06LLEeCTBEHHble opraHm3aLmy [Netepbypra.

Accoupsiaumst CUCTEMHO 1 MOCNENoBaTEIbHO peannsyetr npo-
rpamMMmbl, MO3BOMAOLLME HALLMM OETAM OblTh CaMOCTOATESTbHbIMY,
YUNTBECA U TOYONTBCH, OOYMKUTL 1 3aHMATLCA TBOPHYECTBOM U MO0~
CTO ObITb CHACT/IVIBbIMU.

FAOOPOV nepeort B Poccum oTkpblla ABa AOMa COMpOBOMNAAE-
MOrO MPOXMBaHKS /19 MOMOAbIX NOAEN C MeHTarIbHOM MHBaMO-
HOCTbIO CTapLLe 18 neT. B kaykaoM 13 HX MPOXKMBAIOT Mo 19 yeno-
Bek. B AoMax opraHmM3oBaHO 24-4acoBoe CONMpPOBOMAEHVE.

B 2019 rogy B LUAroBow OOCTYMHOCTM 3apaboTanit MHKIO3MBHbIE
MacTepcKyie, e NPOXOOUT AHEBHAs 3aHATOCTb MbLIOB.

ACCOLMALNS aKTUBHO PaCMPOCTPAHAET OMbIT Pa3BUTA COMPOBO-
YKOAEMOrO MOOXKVIBAHNA B Pa3HbIX PervoHax Poccum.

FAOOPV BeoeT HECKOMbKO MPOrpamMM Mo TRYAOYCTPOMCTBY JTHO-
nevl ¢ MHBaNMAHOCTBIO, MOAASOMMBAET POAVTENEN - OKa3blBaeT
NCYXONOTNYECKYHO U MH(POPMALIMIOHHYIO MOMOLLb, PaboTaeT Kak
SKCMEPTHBIM LIEHTP 4719 BNaCTV W NPOOBUIaET UHTEPECHI CEMe C
NETbMU C VHBANMAHOCTHIO W PEOKMMII 3a00/1eBaHSMI, MPOBOAUT
KyYBTYPHO-MAaCCOBbIE MEROMPVATVA 4/15 BCEN CEMbM.

C 2016 ropa TAOOPN BXoaUT B peecTp NOCTaBLUMKOB COLMalb-
HbIX YCIYT.

C 2016 roga Ha 6a3e Accoupaupm padotaer Cnyxkba NoMoLLM
0AsAM ¢ BOKOBbIM ammoTpodhYeckM cknepo3om (BAC). 31o
BTOPOWV B Poccum 1 eguHCTBEHHbIVM Ha CeBepo-3anade CTpaHbl
MPOEKT, HAaNPaBNEHHbIN Ha OKa3aHWe KOMMIEKCHOWM MOMOLLV Ta-
KM MaLyieHTam.

CaHkT-lNMeTepOyprckas accoumanms o6LLeCTBEHHbIX O6beauHe-
HUI popuTene aeten-nHBanupos «FTAOOPOU»

192174, 1. CankT-IMeTepbypr, np. Obyxockon OG0POHbI, 4. 199
+7 (812) 36276 78

+7 (812) 36276 79

+7 (812) 3627275

https:/gaoordi.ru/

gaoordi@gaoordi.ru

X BCEPOCCUMMCKWMWM KOHIFPECC MALUMEHTOB

BoeHHO-MnaTpuoTnYecKi C/1eT.
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’ .\(.):\ Codeticmauie Me>)XpernoHasnbHasi 06LLeCTBEeHHas!
OJIbHbIM .
‘ S Capromou_ opraHmsauusa «Copencrteue 60JIbHbIM
& .) sarcoma.pro ca pKOMOﬁ))

BONbLUMHCTBY JIOAEMN O4YeHb BaXKHO HEe OCTaTbCa OOViH Ha OOuH
C 6ONe3HB0, OCOBEHHO B HaYaslbHbIM Mepuom, NieueHs. STo ca-
MbI TSKENBIV MOMEHT, M 19 CaMMX OOMbHbIX, 1 ANF X ON3KAX.
Jloan yxonaT B cebs, UM KaXKETCH, UTO YrKe HIYEro XOPOLLEro 1x
Briepean He XaeT. Ho, eCnvt OHM HaYVHAKOT akTUBHO OOLLIATLCS C
TaKVMU e BONbHBIMU, KaK 1 OHU CaMI, TO' Y HUX MOSIBMISETCA BO3-
MOMXHOCTb YBUAET, UTO BCE HE Tak CTPaLUHO! Y oaHOro npores,
Y OpYyroro aHAoMPOTEs, Y OAHOIO ABE «XUMUV», ARYrov AB3ALATb
KXUMUMY MPOLLUEN — BCe JKOAM Pa3Hble, HO BCE OeMaTCs BMECTe,
OBOLLAIOTCA, OPY>KaT.

OcHoBHaaA Lienb Haler OpraH3aum — MOBbICUTb KAYECTBO »KI3-
HI OHKOIOMAYECKIX BOMbHBIX 1 X OIM3KIAX

3apadamm OpraHmsaLyin aBNStoTCS:

- [penctasneHre 1 3aLipTa MHTEPECOB MaLWIEHTOB C OHKOMO-
FMYECKVIMM 3a001EBaHVAMI, UX MCUXOMOrMUeckas 1 MHMOP-
MaLIVIOHHas MOAASOMKA, COOSMCTBIME PACLLMPEHMIO W peasi-
33UV YCTAHOBIEHHbLIX UM NbrOT U MPEMMYLLIECTB;

- ObbeauHeHMe YCUMIA OpraHoB rOCYAAPCTBEHHOM BacTy,
HEKOMMEPUECKKIX 1 KOMMEPUECKMX OpraHm3aumii 1 OTOeNb- ExxeronHbivi oecTrBasib OHKOIOMMYECKINX
HbIX MoaMOaH, V3bABVIBLLIMX »eslaHre NoMoub pabote Opra- nauymerTos 2019 r.
H3aLMM, C LMK aKTUBHOMO PELLEHNSA MEOMLMHCKX, COLIM-
anbHbIX 1 OPYrX NPoBIeM NaLMeHTOB C OHKOMOMYECKMI
3a060/1eBaHVIAMM,

- OcyLuecTBneHe OnaroTBOPUTENBHOM OEATENbHOCTY, Y4a-
CcTVe B 6naroTBOpUTENbHbBIX KaMMaHWaX 1 nponaraHae 6naro-
TBOPUTENBHOCTU.

OpraHm3aLms BxoauT B cocTaB CoBeTa OOLLIECTBEHHbIX OpraH3a-
LIAM MO 3aLLUMTE MPaB MaLyeHToB Npyt MUHUCTEPCTRE 340aBOOXPa-
HeHus Poccuiickom Pegepaupn,

MeXperMoHasibHas o6LLEeCTBeHHasA opraHu3auust «Copencreue
60JIbHbIM CaPKOMOM»

ALpec canta: Www.sarcoma.pro

TenedoH: +7 (925) 750-63-00

DNEeKTPOHHas noyTa: post@sarcoma.pro

Anpec ong koppecroHaeHumm: 396, . Mocksa, a/4a - 114, MOO
«CopencTaume 605bHbIM CAPKOMOM»

DO KoHTaKTHOro Nmua: bouapoB AnekcaHap AnekcaHopoBMY

X BCEPOCCUWMCKUNW KOHIPECC MAUMEHTOB
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MeXpervoHanbHas ob6LlecTBeHHas

%\L AoBepue

OopraHmsauus NoaaepPXXKu NaLuueHToB
¢ BocnanutenbHbiMU 3a6oneBaHUAMMU

L_/;/ I'Io;:u:Lepra nauneHToB C BOCNanuTenbHbIMU KMmeqHMKa (B3K) M CMHHPOMOM
- o KopoTtkon Kuwku (CKK) «[loBepue»

(MOO «[loBepue»)

OpraHmzaums cozgaHa B 2011 rogy. CerogHst Hallv oTaeneHns
OXBaTbIBatoT 42 pervoHa Poccun. Hala mMuccrs- noBblLLeHMe
KAYeCTBa MU3HW JIHOAEN, CTPaOatoLLMX TaKesbIMU  MHBaNMau-
SMPYIOLLYIMK BOCTA/IUTESbHBIMK  3a00M1EBaAHUAMM KULLEYHMKA U
CUHOPOMOM KOPOTKOM KULLIKI. B3K- 3TO rpynna XpoHUYecKx 3a-
BoneBaHMI, NPY KOTOPbIX Pa3BMBAETCA MMMYHHOE BOCHasieHne B
CTeHKe KLLEYHMKa. DUBMHECKIME 11 MCUXOMOrMHECKIe CTPaaaHus,
KOTOPbIE UCMbITLIBAOT MALMEHTbI, HE AAOT UM MOSIHOLIEHHO MK Tb -
PabOoTaTh, YUMUTHCSH, OOLLIATHCS, My TELLECTBOBATb. 1/13-3a HM3KOWM OC-
BegoMieHHocTM 0 B3K B 0OLLEeCTBe O0sbHbIE CTANTKMBAOTCH C He-
MOHMMAHMEM, MYTb K AMArHO3y MOXET COCTaBNATb HECKOSBbKO JIET.

YTO Mbl yrKe coenanm:

- Cozpanu cant vzk-liferu, roynnbl B coLpianbHbIX CETSX;

- Bbinyctvim pasHoobpasHble NHPOPMaLMOHHbIE MaTepuasb
B MOMOLLIb MaLmeHTaM;

- 3anvcany BraeoMatepuansi O 3aboneBaHuUm 1 neueHny;
- [lpoBenn yxe 6onee 45 NauyieHTCKX LLKOJT;

- WhvummpoBann ydactve Poccn Bo BecemmpHom gHe B3K.
ExxeroHo 19 Mast moacBeTKa 3HAUMMbIX aPXUTEKTYPHBIX CO-
OPY»KEHMW CTAHOBUTCA (D1ONETOBOM.

- TpUHAV aKTVIBHOE YYacThe BO BHECEHMM M3MEHEHIN B KPW-
TEPUM MPU3HAHUS N MHBAIMOOM B YacTW, KaCatoLLENCs
B3K.

- C NOMOLLIbHO akLMK «BonnT »xmeoT? A ecnin 310 B3K?» BbISIBU-
m 250 HoBbIX CnydaeB y B3pocbix. 3anyctiim ¢ 2018 rona
MMAOTHBIM NPOEKT MO PaHHEM OVArHOCTMKE Y OETEN.

- 3anyctwim Ha cpeactBa DoHOa MpPe3naoeHTCKUX MPaHTOB
MPOEKTbI MCUXONOMMHECKOM 1 KOHCY/IBTALIMOHHOM MOMOLLIV:
«[crxonorva DoBepya» 1 «HaBCcTpeuy opyr gpyryb.

- MOO «[dosepue» asnaeTca uneHoM Bcepoccnmckoro cotosa
rnaLyeHToB, Bcepoccmiickoro obLLecTBa opdaHHbIX 3abone-
BaHMI. C 2013 roga Mbl COTpyaHMYaeM ¢ EBponenckon ac-
coupaumen 6ombHbIX A3BEHHBLIM KOMTOM W1 60e3Hb0 KpoHa
(EFCCA).

- Mbl y4acTByeM B paboTe SKCNepTHOro COBETa Mo NpobemMam
B3K npw Komutete Coseta Deaepaliii Mo CoLarnibHOM no-
NNTUKE, SBIAEMCA UeHaM DKCMNepTHOro coseta KomuTeta
focygapcTBeHHOW dyMbl MO OXpaHe 300Pp0BbA MO PEeOKVM
3a0601eBaHVAM.

MOO «[loBepue»

194356, . CaHkT-lMeTepOypr; yn. KOMNO3UTOpoOB, 4. 4, KB. 23
+7 (91) 797 2171

http:/vzk-life.ru/

vzk.rf@yandex.ru

victoria56@mail.ru

www.instagram.com/doverie_vzk/

vk.com/moo_doverie

www.facebook.com/moodoverie

X BCEPOCCUMCKUMN KOHIFPECC MALUMEHTOB
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Pa3roBop ¢ MUHMCTPOM 3A0aBOOXPaHEHMS Pocciiv
M.A.MypaLiko.
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Ha BcepoCcCuicKoM KOHIMpecce nauymeHTonB
pervoHasibHbIe rpeactasutesiv MOO «/[Josepures
C npencenaresieMm KoMurera rno oxpaHe 34000BbkS
[, PO Mopo3sossim [1A.

Betpeya ¢ genytatom SAKC CaHkT-lNeTepbypra
MeribHukosort A.P. o rnpobriemam rnaLmueHTos ¢
B3K.

Bctpeya lMpencenaresns MOO «/JoBepme» TaTbsiHbI
LLatLyprHOM C JOKTOPOM = raCTPOIHTEPO/I0MOM
Puyapnom CreviHom (Richard Stein) n3 Hosort
3enarHgum.
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e
\(’ﬁ MeXpervoHasnbHoe o6LLeCTBEHHO®e

— ABMXXeHue «[ABUXKeHUue npoTmB pakKa»
MO/ «[1BM>XeHUe NpoTUB pakKa»
ABUKEHUE ( A «A P P )
rnrPoOTUB
PAKA
«[IB/PKEHVEe MPOTVB paka» — MEeXPEryoHasibHoe OOLLIEeCTBEH-

HOEe [BMPKEHME, LIeMblo KOTOPOro ABMAeTCA  OOLLIECTBEHHbIN
KOHTPOSMb, BCEMEPHOE COOEMCTBME MOBbILLIEHIO — KayecTBa
N JOCTYMHOCTVI  OHKOMIOMYECKOM noMoLUM  HaceneHuo  PO.

OCHOBHbIMM 33@4aMM OEATENBHOCTV MexpermoHannbHoro 06-
LLECTBEHHOrO ABVEHVA «[IBVKeHVe MPOTVIB paka» ABNSKOTCS:

- VHbopMYPOBaHME MaLMEeHTOB O COBPEMEHHbIX MeTomax
OUArHOCTUKA 1 JTeUEHISH OHKOMOMMUECKMX 1 OHKOreMaToso-
M/YeCKMX 3ab01eBaHVisaX, MaApLLPYTV3aLMSA MALUUMEHTOB U 11X
POOCTBEHHMKOB MO BOMPOCAM OKa3aHW st MEOVILMHCKOM Mo-
MOLLIM CMNEeLVan3npOBaHHbIMY OPraHN3aLIMsMY, MNOTyYeHMs
HEOOXOOUMBIX JIEKAPCTBEHHBIX MPEnapaToB, Crieumaniizy-
POBAHHOIO MUTaHUS, CPEOCTB MEOULIMHCKOrO HasHaYeHus,
OKa3aHUA KOHCY/IBTATVBHO-MPABOBOM 11 MCUXOSIOMAYECKON
MOMOLLIV OHKOMALMEHTaM V1 X POOCTBEHHMKAM,;

- 3aWwpTa 1 BOCCTAHOBMEHME MPAaB M OXPaHSIEMbIX 33KOHOM
MHTEPECOB  OHKOMOMYECKMX 11 OHKOreMaTONOM4eCKIMX
BOSbHbIX Ha rAPAHTUPOBaHHBIV 1 CBOEBPEMEHHbLIV OOCTYM K
2hDEKTVIBHBIM 11 COBPEMEHHbBIM, B TOM YMCIE MHHOBALMOH-
HbIM, METOAAM AMArHOCTVKA 11 MPOTVBOOMYXOSEBOV Tepaniin,
BKJTHOHas! MPOTVIBOOMYXOMNEBbIE NTEKAPCTBEHHbIE MpenapaThl;

- VHdopMaLOHHO-aHaIMTYeCKas paboTa ¢ OOpaLLIEHVAMM
roax<aaH v X cucTeMaT3aLys;

- [NoBbILLEHME OOCTYMHOCT COBPEMEHHbBIX MPOTVIBOOMYXOSIe-
BbIX MpenapartoB OJ14 OHKOJ1I0MMHYECKINX 1 OHKOreMaTos10orye-
CKNX NMaUneHTOB.

- HaumHasn ¢ 2009 rona, B paMkax TekyLLeW YCTaBHOW AeATe b-
HOCTW, HamMpaBMeHHOM Ha AOCTUMMKEHMEe OBLLECTBEHHO-MO-
ne3Hbix Uenen, OBVIKEHVIE ocyliecTBngeT noCTOsIHHbBIN
MOHUTOPUHI COCTOAHKIA NTEKapCTBEHHOro obecredeHs poc-
CUMCKUX MALWIEHTOB C OMAarHO30M «3/10Ka4YeCTBEHHOE HOBOO-
BpazoBaHVIEN.

- OOHVIM 113 OCHOBHbIX HampaBneHun geatensHocT MO/,
«[IBPKeHe NPOTUB pakay» ABnaeTca paboTa «lfopsaden -
HWy, OnepaTtopbl «fopayer AHMMY 0OpadaTbiBaOT MHOIO-
UMCIIEHHbBIE 3aMPOChI, MOCTYNatOLLIVIE 13 PErMOHOB Poccm OT
OHKOSOMMHECKIMX 1 OHKOreMaTONOMAYECKMX MALMEHTOB U 1X
POACTBEHHWKOB, MapLLUPYTU3MPYIOT OOPATUBLLMXCS MO BO-
MPOCaM OKa3aHMS MEAVILIMHCKOM MOMOLLIM, NEKAPCTBEHHOO
obecrneyeHMs, BOCCTaHOBNEHA HAPYLLEHHBIX MpaB B cdepe
300aBOOXPAHEHMS U Op.

MO[ «[ABv>KeHUe NPOTUB paKa»

109004, . MockBa, yi. AnekcaHgpa ComkeHnupIHa, a. 31cTtp. 1
8(985) 765 75 32

8(800) 200 47 32

www.rakpobedim.ru

info@rakpobedim.ru

[pencenaresib UCMOIHUTE/ILHOrO KOMUTETA
MO/ [BuweHme rnpoTuB paka, bokosa CBeT/iaHa
EBreHbeBHa.

MO AP Ha mexxayHapoaHOM KOHIrpecce.

Mpasa nauueHToB B cUcTeme obsazarensHoro
MeAUUMHCKOro cTpaxoBanus (OMC) npu
ANArHOCTUKe M neYeHnn HoBooGpa3oBaHmi

LlIkona naymeHTos AP

A [IOCIESHUE FOfbl 'COC
A =
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tO6uneviHbii popym AP

X BCEPOCCUWMCKUNW KOHIPECC MAUMEHTOB
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MeXxpernoHanbHaa O6LWecTBeHHas
OpraHusauusa «Accoumauus
OHKOJNIOrM4YeCKux naumeHToB

3OPABCTBYMU!

«3ppascTByin!» (MPOO «Accouunauumsa

Accoupaums OHKOJIOrM4YeCKUX NaLnueHToB
OHKONormyeckKkmnx -
naLeHTos «3ApaBCTBYU!»)

Mbl - ACCOLMALMS OHKOSMOMMUYECKX MaLMEHTOB «300aBCTBY M.
Jloan, CTONKHYBLUMECS C OMarHO30M M PeLLMBLLME OObeaVHNTBECS,
4TOObI MOMOYb APYrM. HanT KOPPEKTHYO MHMOPMaLO O 3a-
BoneBaHWY, iedeHnn, peabunTaumn. MNo3HakoMUTLCA ¢ dhoHaa-
MV, Bpadamu, TEXHOMOMVAMY, a MaBHOE, MHMLMMOBATL OOLLIEHVE
BpauYa 1 MaLMEHTa Ha [Pa3HbIX YOOBHSAX MO BCEV CTRaHe.

Llenn v 3apaqn Haewn Accoupiaum:

- VHDopMMPYEM MALEHTOB O CYLLIECTBYIOLLIMX HOBbIX CMOCO-
0Oax OVArHOCTUKA U JIeYEHWS PaKa, a Takke peadbumTaLmm
MaLyIeHTOB;

- [penocTaBnseM HOBEMLLYIO MHAOPMaLMIO O pesyssraTtax
KIMMHUYECKVX NCCIE00BAHNIA MHHOBALVIOHHbIX JIEKAPCTB 414
JIeUEHISt OHKOMOTMYECKIX 3a60N1eBaH;

- OkasblBaeM MaumeHTaM 1 1X CeMbAM BCECTOPOHHIOW Mo-
MOLLIb;

- Co3gaeM ycoBMs ANa NpeodoneHus CTpaxa nepem, 3abone-
BaHVeM;

- OTcTarBaeM MpaBa NauUMeHTOB Ha KaYECTBEHHYIO MedMLIMH-
CKYHO MOMOLLb.

- OCHOBHbIe HanpaBIeHVa AeATENbHOCTM «ACCOLIMALISA OHKO-
NOMNYECKMX MaumeHToB «3apaBcTyml» B 2019 - 2020 roap!:

- Co3zpnaHre 6a3bl OHKOMOMMYECKMX MaLmeHToB ana 6onee Obl-
CTPOrO MHDOPMPOBAHMSA 1 CBOEBPEMEHHOO OKa3aHMs MNo-
MOLLIVL;

- Co3gaHvie YyCoBUA O/151 OKasaHWa MCYXONOrYeckow MoMo-
LM OHKOSOMAYECKIM MaLMEHTaM M X CEMBbAM;

- [esaTtenbHOCTb Mo OnTUMM3aLMKY BbiBopa feqebHO-aMarHo-
CTUUECKIIX YUREKOEHI U PEaBNINTALIMOHHBIX LIEHTPOB;

- CosgaHre KOMMBITEPHOO PECYPCa Mo UHMOPMMPOBAHMIO
MaLWEHTOB U CMELManIMCTOB B ITOW 06M1acTu;

- [lpoBegeHMe MeponPUATAN, HaMPaBNEeHHbIX Ha NpUBIeYve-
HME BHMMAHWA OOLLIECTBEHHbBIX 1 FOCYA3PCTBEHHbIX CTPYK-
TYP K TeMe 6opbbbl MPOTUB Paka, a Takke BeOMHAPOoB 414
LUMPOKOW OBLLIECTBEHHOCTM C YyYacThe CneLlyaniCToB Bemy-
LLMX dhenepanbHbIX LIEHTPOB.

B HacTodllee Bpema Accoupiaumsa umeeT 46 pervoHaibHbIX OT-
neneHnin Ha Tepputopun P®D, BrtoveHa B PeecTp onepatopos,
OCYLLIECTBASIOLLMX 0BPaboTKy MNEepCOHaNbHbIX AaHHbIX Dene-
paIbHOM CNY»KObl MO HaA30PY B chepe CBA3W, MHDOPMALIMOHHbBIX
TEXHOMOTMI M MACCOBbBIX KOMMYHUKaLIMIM (POCKOMHaO30p).

MPOO «AccouuaLums OHKONOrMYeCKUX NalmueHToB
«3ppaBcTByM!»

109390, . MockBa, yN.FOHbIX J1eHnHLueB, A,12
8(800) 30102 09

+7(495) 518 47 82

WWW.russcpa.ru

info@russcpa.ru

X BCEPOCCUMCKUMN KOHIFPECC MALUMEHTOB

Danees BA., CrporiHosa O.A., KarpamaHsH U.H.,,
Myparuxko M.A., Bnacos H.B., boposoBa V1.8,
Llavixec H.A. Ha TOPXKECTBEHHOW LIepeMOHMIN
BRYYEHIS @XKEroaHOM MpemMun «BynemM uTs»

B [ocynapcTBeHHOM Kpem/ieBCKOM [IBopLIe.

- A

B.U. MatBueHko v U.B. bopoBosa Ha Dopyme
«300P0BbE XKEHLLVIHBI - G/IArornosyyne HaLmms.

PyKoBOAUTENIN PEMMIOHA IbHBIX OTAESICHMN
Accoumarmm «3ApaBCcTBy vy Ha IV Bcepoccuickom
KoHrpecce OHKOMOrm4yeckmx NaLmeHTos.

Becepoccuvickas akums « OHKOMaTRY1b»

10 PaHHEMY BbISB/ICHNIO OHKOIOMMYECKIMX
3abosieBaHmMK coBmecTHO ¢ CoeTtom DenepaLim
PD 11 Accomarmert OHKOI0roB Poccu.
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P ABTOHOMHasl HEKOMMepUecKas
opraHusauus LleHTp noMoLuu nauueHTam
«feHoM » (AHO LleHTp noMowu «feHOM»)

[EHOM

OCHOBHbIE HanpaBeHVsa OeATeNTlbHOCT OpraHM3aLmn:

- CozgaHvie NpennockbIok Ana athMeKTUBHOIO AManora Mex-
oy naupeHTamy, Ux NpeactaBuTenaMm 1 NpencTaBuUTeIaMm
OPraHoOB BMacTW, CneLpanicTtaMii MEAULMHCKAX VI COLMab-
HbIX YdpexaeHuI, 1 OOLLECTBOM,;

- YyacTre B NPOABYIKEHWI 3aKOHOOATE IbHbIX MHULIATUB, MO-
BbILLIGIOLLX KQ4eCTBO XN3HW MaleHTOB 1 X cemel,

- CoupanbHbIv MaTPOHaX cemMel NaLyIeHToB

- CouVioKysbTYpHas peabiUTaLyis, B TOM UACIE OPraHM3aLma
11 MpoBeagHVe CNOPTYIBHbIX 1 TBOPUYECKMX MEPONPUATAM A1
NaLMEHTOB;

- [NpoBedeHie CeMVHaPOB, OBYUaOLLMX MALMEHTCKUX LLUKOS
ONA MauyeHToB 1 X 0DOOCTBEHHVIKOB,

- Co3gaHrie MEeToauYecKmx, MHMOPMALIMOHHBIX (HOUIbMOB, a
Takoke NOAroToBKa K MyGnKaLy MHDOPMALIMIOHHO MpocBe-
TUTENBCKMX MaTEPMAIOB MO 3a00NEBaHUAM;

- OxasaHvie 1opuanyeckor MoMOLLM MaLyeHTaM 1 UieHaMm KX
cemel,

- Kpu3mcHas MOMOLLb MaLVEHTaM U KX CEMbAM;
Hoctmkerna AHO «LieHTp noMoLLy naumeHTam «feHomy:

- HakonneH 3HauMTeNbHbIV OMbIT Y4YacCTUA OpraH3aunn B rnpa-
BO3ALLTHOM AEATENBHOCTY,

- ChopMM1pOoBaHO MapTHEPCKOE B3aMMOOEVCTBME C NpeacTa-
BUTENAMM CaMblX Pa3Hbix HKO BO MHOrMx PenepalnbHbix
okpyrax Poccurmckon @enepauni;

- Bblcoku ypoBeHb OOBEpUS K OpraHi3aumm, eé crielyiani-
CTaM CO CTOPOHb! YHaCTHVKOB MPOLIECCa.

AHO «lleHTp noMoLLm naupeHTam «feHom» npencTtasneHa B Co-
BeTe OOLLECTBEHHBIX OPraHM3aLUMii Mo 3aLuMTe npaB NnauyeHToB
npv MmH3gpase Poccuy, B OBLLECTBEHHOM coBeTe Npyt MyH3apa-
Be Poccii Mo npoBeaeH o HE3aBMCMMOM OLIEHKW Ka4eCTBa yCS1o-
BUV OKa3aHWA YCyr MEOVILIMHCKMM OpraHm3aLmsam, B Paboden
rpynne Komuteta FocynapcteeHHow dyMbl PO no oxpaHe 300po-
Bbsi MO COBEPLLIEHCTBOBAHIO 3aKOHOAATE/IbHOMO PeryIMOOBaHA
OKa3aHVa MeaMLIMIHCKOW MOMOLLIV 6O0/bHBIM C peaKr MM 3ab01eBa-
HUAaMY, B CoBeTe OOLLECTBEHHbBIX OpraHM13aLy/M Mo 3aLumTe npas
nauyieHToB Npu Kommntete 3apaBooxpaHeHa CaHkT-[NeTepbypra
1 JleHunHrpaackow obnacth, B [Noneuntensckom coete OIBY
OMNL, M. B A AnMazoa MuH3sapaea Poccmm,

AHO LleHTp noMoLum naumeHTam «[eHoM»

197374, r. CaHkT-TNeTepbypr, NpuMopckum np., 4. 149, k.. 167
+7 (921) 998 19 55, +7 (812) 345 5171
http://orpfan-genom.ru

centergenom@gmail.com, elena-hvostikova@yandex.ru
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AHO L{eHTp rnomoLLm rnaymeHTam «[eHom» CcTasa
rapTHepom AHO «/Jom Penkimx» 11 COOPraHm3aTopomM
Toerbero gecTBasis CoLMaIbHOM COMMASPHOCTIM C
«penkumMmy LM «Penkas XKapa» B ACTPAXaHM.

B xone pectuparns «Penxkas Xapa» rnpoLLsia rnpecc-
KOH@EPEHLMS C yYaCTMeM BEAYLLMX IKCNepTOB Poccuu,
pPernoHasibHbIX 1 henepasibHeix CMU no Borpocam
peLLeHns npobiem NaLmeHToB C PeaKMm 601e3HIMU.

LEPEMOHHA
BP\"-IEHHH

PU3HATE/IbHOCTH
#)KMYPYKY

“LlepeMOoHMs BRYYeHMsS 3Haka OBLLEeCTBEHHOMrO
rpu3HaHns «#EXXMYPYKY» Bpadam - 3a
HEOLIEHMMbIV JINYHbBIV BKIGA B G/1aroe Ae/10
IOMOLLM JIKOASIM, CTOEASKOLLIMM PEAKVIMI
3a60/1eBaHUSIMY, SHaK OOLLIECTBEHHOIO MOU3HaHMS
«HIKMYPYKY» yupexaeH AHO «l|eHTp rnomoLLm
rnaymeHTam «feHom» 11 AHO «/Jom Peakimxy».”

X BCEPOCCUWMCKUNW KOHIPECC MAUMEHTOB




NAUUEHTCKHUE
OBLWECTBEHHbBIE OPTAHU3ALWUU

MeXpervoHasnbHasa 6narorsopuTtesibHas
Y obLecTBeHHas opraHusauus

COAeNCTBUSA B peasiusauum coumasnbHbIX

nporpaMm B o6nactu MeauLUHbI U

BO3IPONKAELHMVE

3apaBooxpaHeHus «Bo3poxaeHue»

(MBOO «Bo3poXxaeHue»)

MBOO «Bo3poxageHme» Oblna cosgaHa B 2007 rogy. OcHos-
Has 3a0ada OpraHv3aLMKM - 3alUMTa MpaB OeTer, CTPadatoLLyX
PEBMATUUECKUMM I JPYTUM XPOHUYECKIMA  3300/1€BAHMUAMM.

E>xerooHo obLLeCcTBeHHOW opraHm3aLUper MpoBoaATCAa 6aroTBo-
pUTENbHbBIE aKLMK, MPWYPOYEHHbIE K BceMpHOMY AHKO 60pbObl C
APTPUTOM, MexxayHapooHOMY [JHIO 3aLLU/TbI AeTel 1 BcemMmpHoMy
[HIO VHBaIMAOB.

«BozpoaeHre» yaenaer ocoboe BHYMaHMe 00pa3oBaTeSlbHbIM
N PeabUIMTaLMOHHBIM - MporpamMMamM.  PerynapHo  npoBoasaTca
«LLIkonbl 4na naumMeHToB» B pa3HbIx ropoaax Poccuin: Mockae, Ca-
Mape, ACTpaxaHu, YbaHOBCKe, Hanbumke, YenaduHceke, MNckose 1
hp.

C 2014 roga B pamMkax npoekTa «bonblie, ueM peabunmtaLmay
Obl 0BOPYAOBAHLI PEAOUNNTALIMOHHBbIE KaBUHETLI MPW KAMH-
4Heckux LieHTpax bnaroeelleHcka, Bonrorpana, VipkyTcka, Yens-
BuHcKa, EkateprHbypra, CtaBponons, CaHkT-I letepbypra, Pecry-
6k Caxa (AkyTs), YbaHOBCKa, XabapoBCcka, BnagmBocToka U
OpeHbypra. B peabunmraLpoHHbIX KabUHETax BOCCTaHaBIMBAIO-
LLpe 300Pp0Bbe MpoLeaypb! MpoLLn yxxe 6onee 30 OO0 naupeH-
TOB. A YPOBEHb OBeCneUeHHOCTV NeKapCTBEHHBIMIM MpenapaTamMi
Bnarogaps obLuen paboTte Bblpoc ¢ 10% 0o 95%..

MBOO «Bospo)xxaeHue»

127051, . MockeBa HoBooMuTpoBCKasa A, 5a, cTp 1, ochumc 1809
+7 (495) 783-74-42

+7 (925) 150-18-99

www.childhope.ru

info@childhope.ru

smi@childhope.ru

X BCEPOCCUMMCKWMWM KOHIFPECC MALUMEHTOB

OTKpbITHE PEABUTNTALIMOHHOIO KabuHetra B [AY
«PecrybimkaHckas 60s1bHmLa Nl — HaLmoHaibHbIi
LleHTp meauumHby B Pecriybimke Caxa (HKyTus),

r. Sxytck, 2018 .

brnarorBopuTesibHas akiumsa 4715 AeTeV B
pamkax BcemupHoro AHs 60pb0b1 C apPTPUTOM
BO DAY «HamoHaIbHbIVI MEANLIMHCKIK
NCCIe[0BATE/IbCKUM LIeHTP 34000Bbks [leTer»,
r. Mocksa, 2019 r.

OcCHalLieHme coBpeMeHHbIM 060PYA0BaHNEM
KabuHeTa peabummtaumm KIBY3 “[leTckasi kpaesasi
KIHnYeckas 60/1bHuLa” um. A.K. [TnoTpoBmya, r.
Xabaposck, 2020 r.




NAUUEHTCKHUE
OBLWECTBEHHbBIE OPTAHU3AUUU

MeXpervmoHanbHas obLlecTBeHHas

e
o«BMECTE NMPOTWB FEMNATUTA

opraHusauumsa «BmecTte npoTuB
renatuta» (MOO «BMecTe npoTuB

renaTtuta»)

MOO «BmecTe npoTuB renatinta» — OOLLECTBEHHas OpraHm3aLya,
oObeHAOLLASA Jtoaemr, 6ObHBLIX XPOHUHYECKMM BUPYCHBLIMU re-
MaTVTaMU, @ TakxKe BCEX, KTO IrOTOB MPOTVBOCTOATL 3MOEMUN —
Oblna ocHoBaHa 3 moHsa 2011 roga. MyccKrs Hallem opraHy3aLmm:
MOMOraThb NOAAM, VHDULMOOBAHHBIM BUPRYCaMU XPOOHNYECKIX re-
MaTVTOB, @ TaKXKe BPauaM 1 CUCTEME 3003BOOXPAHEHVA B LIETOM
BOPOTLCS C 3TWM 3ab0NeBaHMeM. Halla rmaBHas Leib — MUp 6e3
XPOHUUECKIX BUPYCHbIX MrenaTuToB.

HanpasneHus paboTbl:

- VHpopMMpOBaHKE HaceneH s, CreLmanCcToB W BNacTew;
- AOBOKauusa maumeHToB ¢ renatutamm B, C, D;

- Yy4dacTume B pa3paboTke W BHeOpeH M MPOorpamMMm Mpodriak-
TUKIN, ONArHOCTVIKM 1 IEYEHNS BURYCHbBIX renaTuToB.

OCHOBHbIE MPOEKTbI HALLIEM OPraH3aLMMAL

1. BceMupHbI AeHb 60pbbbl C BURYCHbIMK renaTtutamn. C auva-
THO30M «remnaTuT» MOXKHO XITb OTKPbLITO!

2. [porpamMmma MHMDOPMALIOHHOWM NOAOEPMNKINA PErVIOHATbHbBIX
CUCTEM 30PaBOOXPaHEHMS, BKKOUAOLLAA MHDOPMALMOHHbIE Ma-
TepUanb! 009 Pa3INHYHBIX HOCUTENEW 1 BO3MOMKHOCTb MapLLIPYTK-
33U MALYIEHTOB C MOMOLLIBKO ropside NHMM «[obeamm renatnT
BMecTel».

3. MynbrchmnbM «MacsaHs U renatT.

4. Akumsa «DrbpockaH 3a BecrnnatHo». B 12 roponax naupeH-
TaM bl MPEaOCTaRNeH OOCTYMN K BbICOKOTEXHOMOMMYHOW CrneLiyia-
NM3VPOBAHHOM AVIArHOCTMKE MedeHM.

5. [MpoekT Ha cpenctBa MoHOa MPE3VOEHTCKVIX MPaHTOB, B
xofe kotoporo B 2019 rogy MpoLLv NATh KOHMepeHUMI «lenatii-
Thbl: NIO6eayVM BMecTe» U [NepBbIv BCEPOCCUNCKIM (hopyM NNOepoB
HKO, paboTatoLLpx B cchepe renatiToB.

6. Bcepoccumckas akums «Io3apasb [Npembepa ¢ [dHem rena-
TUTan», B XOOe KOTOPOW NPOCkOyY MpuHATL CTpatermo no 6opsbe
C renatiTamm B agpec MNpeacenatena lNpaBuTe/bCTBa Hanpas-
7 5000 naupeHToB 13 pervioHoB Poccun. B oTBET Mbl MOy
obeLLaHVe pPa3paboTaTb U MPUHATL B PaMKax 3akoHa O B1obe30-
MacHOCTW Poccm crneupanbHbi 3aKOH O BURYCHbBIX renaTtutax.

7. TenedoH Hawewn [opsyer HuK «lobeoymM renatuit BMe-
crel» - 8800 775 92 OO0 - pasMeLLieH Ha CarTax OpraHoB Yrpae/ie-
H1s 30paBooxpaHeHiemM 20 PerMoHoB, a MH(OPMALIMOHHbIE Ma-
Tepuanb! pacnpocTpaHaoTca Gonee yem B 60 permoHax Poccum.

MOO «BMecTe NpoTUB renatuta»

101000, . MockBa, ApxaHresbCKmin Nepeysnok, 4. 9, ctp. 1, ochunc 6
8800 77592 00

www.protivgepatita.ru

info@protivgepatita.ru

VyacTHKM [NepBOro BCepOCCUMACKOro hopyma
maepos HKO «BmecTe npoTuvBs rernatita.

O posin NaymMeHTCKOro coobLecTBa Bpavyam v
MPEACTaBUTESIIM LAMUHNCTPALIMN PACCKA3bIBAET
KoBaneHko HukuTa.

LINCKYCCLST aKTUBMCTOB C 3@MMMHNCTOE
3APaBOOXPaAHEH ST Ka/IMHWHMPaACKOM 06/1aCTU.

XIBCEPOCCUMCKNMN KOHITPECC MAUMEHTOB




NAUUEHTCKHUE

OBLUECTBEHHbIE OPTAHU3ALUUU

ObLuepoccunckas  OOLLIECTBEHHAA OpraHM3aumsa  VH-
Ba/maoB «Poccumckasa [yabetyeckas accouyaumsy -
HeKoOMMepUeckas HernpaBUTENbCTBEHHAA OpraH/3auUms,
obecrneymBatoLLias MHDopMaLMen 1 MOMOLLBIO BObHBbIX
CaxapHbIM JMabeToM.

OcHoaHHas B 1990 roay, accoupiaums CeroaHs BKoUaeT
60 pervioHasbHbIX OTASNEHM, HACUNTBIBAHOLLMX ThICAUM
UneHoB.

Llens OOOW «POA» - yryulLieHe Ka4ecTBa MI3HM BCEX
nopert ¢ aMabeToM, OkasaHue BCECTOPOHHEV MOMOLLY B
YMPaBNEH CaxapHbIM AVabeToM CaMKyIM MaLVIeHTOM, 3a-
LLIMTA VX MPAB 1 3aKOHHbBIX MHTEPECOB.

B opraHr3aumn paboTatoT KOMUTETbI: MEXOYHAPOOHbIN,
MHMOPMaLIOHHbBIY, COLIMAIbHbIY, CBA3M C FOCCTRYKTY-
pamu, ropuamHeckii, drHarcoBbin. OO0V «POA» aewn-
CTBYET B COTPYAHMYECTBE CO CreLyanMcTaMy B 0OnacTu
nedeHns, npodrnakTvk CL, NMpoBOoOUT BCTPEYM, KOH-
CynbraLyy, CemMmHapbl, coTpyaHuyaeTr co CMV, pa3pa-
OaTbIBaET M PEeaAM3YyET MPOrPamMMbl MOMOLLI BOMbHBIM
CaxapHbIM AMAOETOM.

OpraH/3aLpa NOCTOSHHO PaboTaeT ¢ [oCynaPCTBEHHOM
Lymon, [MpaBUTENbCTBOM, MUHUCTEQRCTBAMUM U BEOOM-
CTBaMY, rMaBamMn agMuHUCTPaLn. OOOW «POA» aBna-
eTcs uneHoM Poccumckom amabetmdeckon denepaliyiv
(PO®), MexnyHapogHow amabetundeckon Penepaupm
(IDF), yuacTByeT B exkerogHbIx KOHrpeccax Epponeckom
accoumaLmm no m3ydeHuo gnabeta (EASD).

B 2008 r. B Mockee no mHiupatee OOOW «POAY» co-
croanca MexaoyHapooHbin [duadetdeckin Qopym. B
HEM YUYaCTBOBas ObIBLLMIN reHepasibHbI cekpeTapb OOH
Kothr AHHaH, Npw yYacTm kotoporo B 2006 I 6bla Npu-
HaTa pe3onoumsa OOH No caxapHOMy OMabeTy.

Mou akTBHOWM Nogaeoke POA npuHata DenepanbHad
nporpaMma «CaxapHbiv OradeT», MPVHATO NOCTaHOBME-
Hre MpasrTensctBa PO Ne823 ot 2706.2019 «O BHece-
HAW M3MeHeHUM B [paBuia NpvisHaHWEa NvLE UHBaW-
LOMy, YTBEPXAEeH pacropsweHmem [NpaButensctea PO
31122019 [MepeyeHb MeaULMHCKX V30en, OTryCckae-
MbIX MO PeLenTamM Ha MeOULMHCKE V30ems Ny Npeno-
CTaBNEeHMM HaboPa CoLUMAbHbIX YTV

OO0O0U «POA»

17036, rMockea, yn. M. YnesaHoBa, a. 11, kopn. 4, od. 309
+7 (499)124 4110

www.rda.org.ru

rda@rda.org.ru

X BCEPOCCUMMCKWMWM KOHIFPECC MALUMEHTOB

O6Lepoccunckasa obLecTBeHHas
opraHusauusa uHBanupos «Poccumnckasn
AnabeTnyeckas accoumaumusa»

(OOOU «POA»)

C mapta no mroHs 2020 roaa lNpesvaeHT OOOU «PLA», npogeccop,
JIOKTOP MEAULIMHCKUX HayK A.KO. MariopoB rpoBest LKl BEOMHaPORB /15
JIIOAEN C CaxapHbIM ANabeToM 11 2 Tira rno TeMaM CaMOKOHTPO/IS, OKa3aB
PeasIbHYIO MOMOLLL B YC/TIOBUSIX CaMOM3O/ISLINM, KOrAa OO/IbHbLIE HE MOTYT
06PATUTHCS K SHAOKPMHOIOrY. PopMaT BEOMHAPOB M03BO/IN/1 NALMEHTAM B
MPSIMOM 3QDUPE MOJTYHYUTH OTBETHI Ha BOMPOCH! 110 3a00/I€BaHIIO, HE BbIXOAS
V3 JOMa.

KannHuHrpanackoe permoHasibHoe otaeneHmne OOOU «PAA» rpu
noanepxke OoHAa NPe3naeHTCKUX MPaHTOB MPOBOAUT MOSTOAENKHbIN
popym «C anabeTtom HYKHO xuTbls, asryct 2020 r.

M4acTHMKM CeMUHaPa 4715 PYKOBOANTECN PErMOHAIbHBIX ANAOETUHECKIX
oprarmzsaL 13 30 perroHOB «KOHTPOIb U JIeHYEeHME CaxapHOro Amabera:
VIHHOBALIMM U1 PEATILHOCTbY, Ha 3aBosne [EPODAPM ro rnpou3BoacTsy
CYOCTaHLMA MHCYJIMHOB, CeHTsI6pb 2020 T,

Crniesa Harpaso. Bule-rpe3uvaeHT OOOU «RLAAx» [ancTaH P, [Tpe3vaeHT
OOOU «PLA» Mariopos A.fO., r71aBHbIV BHELLITATHBIV CELMAIMCT AETCKM
SHAOKPMHOIOr MuH3apaBa Poccun [NeTtepkoBa B.A., reHepasibHbIN
anpextop OO0 TEPODAPM PoamorHos 1.1




NAUUEHTCKHUE
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MeXpermoHasibHas ooLWecTBeHHas
opraHmsauusa «llomMoulb 60JIbHbIM
MYKOBUCLUAO30M»

(MOO «lMomMoLib 6051bHBIM MB»)

MexpervioHasbHas OBLLECTBEHHas OpraHm3aumsa  «[ToMOLLb
B0bHbIM  MyKOoBUCLAO030M» (MOO «[NoMoLLb 60nbHBIM MB»).
MeXKpervioHarbHas  OOLLECTBEHHaA opraHmsaums  «1ToMOLLb
B0/bHBIM MYKOBUCLIAO30My» co3daHa B 1997 rony. CerogHs opra-
HM3ALWIA MMEET OTASNEHS VI MPeaCTaBUTENbCTBa B 62 CyObeKTax
Poccurckon @enepauiv.

Muccna MOO «oMoLLb 60MbHbIM MB»- 3aLUMTa U peanm3aums
KOHCTUTYLIMOHHBIX MpaB rpaxaaH P®d, CTpaaatoLLyX MyKOBUCL-
N030M. [MaBHas 3a0a4a - 3a60Ta 00 Y/TyULLIEHUM KAYECTBA MKIN3HM
BOMBHBIX MYKOBUCLIMAO30M,  VBESMUEHM MPOOOMIMKATENBHOCTM lpencenaress rpaarers MOO « oMoty
s 60/1bHbIM MB» VpiiHa MACHMKOBE Ha KPYT/10M
VIX XKV3H 11 O COLMarIeHOM apanTaLiin B obLLeCTse. crone B O6LecTBeHHON nanate PO. Mocksa, MapT
2020 roja.

Mbl 06beOMHAEM MALMEHTOB C MyKOBUCLIMAO30M U YSIEHOB VX Ce-
Mer Ha TeppurTop PP, OOHOCKM rofioc MaUUMEHTOB A0 BaCTb
npenepPxaLLMX, NMPOBOOVIM exerodHble Bcepoccuiickie koHde-
PEHLIM PErOHaTbHBIX MALMEHTCKIMX OPraHM3aLmi Mo MyKOBMC-
LIO03Y, MPAaBOBbIE LLKOSbI A9 MALMEHTOB U VX CEMEN B PeroHax.
IHbopPMMPYEM MaLMEHTOB C MYKOBVICLI/O030M U X CeMbl O Mpa-
BaXx Ha JieueHme 1 MarHoCTUKY. OpramHisyem 6/1aroTBopUTESbHbIE
aKkLUMn.

Brarogaps, B TOM UMCe, W HaLlen paboTe CO3OaKTCH YCIOBMS

L1151 IeYeHst B3POCSIbIX MALMEHTOB C MYKOBUCLIMAO3OM. YTBEOK- AxTsuctsl MOO «[Tomorys 60716HbIM MB» rnocie
[eHbl, AeVICTBYIOT 1 yBendmBatoTca Tapudbl GOMC 1 TOOMC. B KDYI/10r0 CTOsIa B POC340aBHaA30pe C y4YacTuem
HECKOSBKIIX PErvoHax Yaanoch 0OOUTLCA obecrnedeHns Hmrais- npencraBuTenet MuH3npasa, MyUHAPOMTOPra,
TOpaMM. Bo MHOIMX permoHax et C MyKOBVICLIAO30M MOMyYakoT BPAYEOHOIrO 1 NaLMEHTCKOro CoOobLLeCTB. MOCKBa,
creumanManpoBaHHble MPOOYKTbl 1e4ebHOro nitaHua. B 2019- HosA6pb 2019 roga.

2020 rogax opraHvzaums obecnednna 6onee 100 cement nHrans-
TOPAMM 11 KOMIMNEKTaMU K HYM.

OpraHy3auma SBIseTca YWieHoM EBponeickor opraHmMsauyv no
MYKOBVICUMAO3Y M EBpOnenckor opraHmvsaLy/m no peakiM 6o-
ne3Ham EURORDIS, EBponerickon accoupaum naupeHTos ¢ MB
(CFE), coyupenmtenem Bcepoccnmckoro cow3a nalmeHToB.

[na pelueHus Npobnem NaumeHToB ¢ MB opraHm3aums akTVBHO
COTpyOHWYaeT ¢ henepasibHbIMU 1 PErMOHANBbHBIMK OpraHaMm

3npasooxpaHeris, HAM MynbMoHonorin OMBA, PAMH, Hayu- ArTrencTsl MOO «lToMOLLb 60/1bHbIM MB» riocne

HbM MeouumHckM  Vccnenosatensckim  LieHTpoM  3noposbs KRYI7I07O CTO/Ia B POC3ADABHEA30DE C yHacTHeM

Netein rnpencrasutesnent MvH3agpasa, MUHIPOMTOPIaE,
BpaqebHOro v NaLmeHTCKoro coobLecTs. MockBa,
Hos16pb 2019 roja.

MOO «lMomolub 6051bHbIM MB»

me74, r. Mocksa, yn. 1-a Bonbckas, o, 18, kopn. 2, kB. 147

+7 (916) 313 8153

WWw.mucoviscidoz-russia.ru
https:/ www.facebook.com/groups/mooCFhelp/
mMiv20@mail.ru

X BCEPOCCUWMCKUNW KOHIPECC MAUMEHTOB




NAUUEHTCKUE
OBLWECTBEHHbBIE OPTAHU3ALUU

M
==

OOOUBPC

ObLepoccumckasn obLecTBeHHasa opraHy3auysa MHBaIVO0B -
BObHbIX PACCEAHHbIM CKITEPO30OM 3aHVMAET KJTOUYEBOE MECTO
cpenm POCCUNCKMX OBLLIECTBEHHbIX OpraHn3aLymmn, NpeacTas-
NALLMX MHTEepEeCh! Ntogen 60bHbIX PACCEeAHHbIM CKIEPO30M
I UIEHOB KX CeMeln.

OOOVBPC nHMUMMpYeET, akkyMyIMPYET 1 HanpaBnaeT gesa-
Te/IbHOCTb OBOLLIECTBEHHOCTW, FOCYOaPCTBa W MPOMEeCCHOHa b
HOrFO COOBLLIECTBA Ha MOBbILLIEHME KAaUeCTBa »KM3HW rparkKaaH
Poccum, ctpagatoumx ot PC. Opranmzaumsa co3ngara B 2001
roay W CerogHsa OencTByeT B /8 perroHax Poccumn, obbeanHas
51 HKO.

3a 20 net opraHmsauma peanmisoBana 6onee 500 coumanbHbIx
MPOEKTOB, MPOBENA ThICAYM KOS NALUMEHTOB 1 Bpadvel, COTHU
KOHMEepeHLWI, CEMUHAPOB 1 MEPOMPUATUIN, MHULMMPOBaNA
6onee 25 000 nybnaukaumm B CMI.

OOOWBPC cTana MHUUMaTOPOM M NNaTdOoPMOM co30aH1sA
Bcepoccumckor accounaumm Hesponoros POKTPVMC; Cose-
Ta OOLLECTBEHHbIX OPraHm3aLMim no 3aLlmMTe npas naumeHToB
Npw Poc3npaBHansope - Kak 06LLEePOCCUMCKOM CTRYKTYPbI,
Bcepoccnmnckoro corsa naumeHToB.

OcHOoBHbIM pe3ynbraTtom gearenbHocTy OOOVIBPC cTana
TpaHchopMaLVa B 0OLLECTBEHHOM CO3HaHMK Npobnembl PC
13 HAYYHO-MeOMLIMHCKOM B COLMabHO-3KOHOMUYECKYHO.
COBMECTHO Mbl AOCTUMIM TOrO, YTO rOCYOaPCTBO B3A/10 Ha
cebsa 0693aTeNbCTBa MO AOPOrOCTOALLEMY 1EKAOCTBEHHOMY
obecneyeHno NaLMEHTOB, AENCTBYET CUCTEMa CheLmanm3npo-
BaHHbIX LeHTpoB PC, COBMECTHO C opraHaMu BnacTtu paboTtaeTt
KOHCONMMAMPOBaAHHOE COOBLLIECTBO NALIMEHTOB, @ OTeYECTBEH-
HbIV OMbIT TRAHCNPYETCA Ha MeEXXOYHaPOOHOM apeHJe.

OOOWVBPC BxoanT BO BceMumpHyto opraHmsaumio no 6opbbde ¢
PC (MSIF), EBponenckyto MNnatdhopmy PC OenapTtameHTa Co-
LmanbHoro passutmua EC (EMSP), o6nagaeT KOHCYbTaTVBHbIM
CTaTyCOM DKOHOMUYECKOTO U colmanbHoro coseta OOH.

OOOMUBPC

443009 r.Camapa, nep.fO.MNaBnoBa, 0.8 odh.113
http:/ms2002.ru, http://ooonbpc.pd/, http:/dopyM.000-
n-6pc.pd

+7 495 612 20 53

info@ms2002.ru

X BCEPOCCUMMCKWMWM KOHIFPECC MALUMEHTOB

O6Lepoccumnckasa obLlecTtBeHHas
OopraHusauuMsa MHBaNnuAoB-060JIbHbIX
paccesiHHbIM cknepo3soMm (OOOUBPC)

B 1CTOpUYECKOM rapke «Poccus - MOS MCTOPUS»
rocetnv BbiCTaBky «CTapble HOBOroAHWE
urpyLuk», r. OMCK.

CeMUuHap npe3eHTalLms rnpoeKkTa - nobeauresis
KOHKYpCa [oe3naeHTCKX rpaHToB «Vlgém
J1€rko», . Kupos.

CoBMelLeHHOe aHMMALIMOHHOE MepPOrpUsTHIE,
MoCBsLeHHOe [HO 3aLynTHKa OTeyecTBa v
MexkayHaPOAHOMY MEHCKOMY [HK «ATbi-6aThbl,
i gesyatals, r. Camapa.




