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MeXayHapoaHbiv AeHb peAKUX 3a6oneBaHMM, KOTOPbIN exe-

rogHoO NpoBoaunTca 28 dpeBpand, NauneHTCKMe opraHmM3aumm,
Ubsa 4eATeNIbHOCTb HEPA3PbIBHO CBA3aHa C MOAAEPYXKKOM Ntof4ew
C peakmnmm (opdaHHbIMK) 3aboneBaHUAMU, BbICTYNMUNIN C MHULMATU-
BOW peanusaumnm B 2023 rogy npoekTta «[decaHT aobpa». Ero rnaBHas
3afa4a — 06beAnHUTb YCUINA YYACTHUKOB CUCTEMbI 3ApaBOOXPaHe-
HUSA 019 NoBbIWEHMS 2ODEKTUBHOCTM OKa3aHMSA MOMOLLM «peaKUM»
nauMeHTaM B permoHax.

B paMKax MHMLMaTUBbI «[hecaHT pobpa» npeacraBuUTeni naumeHT-
CKMX OpraHm3aumm B TedeHme 2023 roga NpoBeayT BCTPeYM C permo-
HaNbHbIMW OpPraHaMm BNacTU, MeaAnUMHCKMM COOBLLLECTBOM U 3aUH-
TepecoBaHHbIMU CTPYKTYPaMK, Ha KOTOPbIX 06CYaaT AenCcTByOWMeE
nporpamMMbl MOAAEPXKKM MaLMEHTOB ¢ opdaHHbIMK 3aboneBaHUaMM
M Te MO3UTUBHbIE M3MEHEH WS, KOTOPbIE MPOU30LLIM B pe3yribTate
X peanmsaummn. Kpome Toro, B popmate gmanora oHM nocTaparoTcs
HaMTW COBMECTHbIE peLleHMs Mo BOMPOCaM, KOTOPbIE OCTAtOTCS aK-
TyanbHbIMK ANa pernoHoB PO 1 «peakmx» NnaumeHToB. B 4yacTHOCTK,
peyb MOET O MOBbILUEHUN BpadYebHOM HAaCTOPOXKEHHOCTU 1 Pa3BU-
TUM NOAXOL0B PaHHEW OAMATHOCTUKM, CO30aHUM M BeOAeHUN eQUHOro
peecTpa NaLMeHTOB C peaKMMIM 3a601eBaHUAMM U X MapPLLPYTU-
3auUKMK, a TaKKe BOMpocax cMcTteMaTmsaumnm paboTbl 4ENCTBYOLLMX
MporpaMM NbroTHOIO IeKapCTBEHHOIo obecneyeHus.

Mpu nopgaep>xke ManaTbl MonoabixX 3aKoHoaaTenemn
npu CoBeTe Pepepaumnmn

FEHO
LIEHTP OMOLLV NALMEHTAM Qy 3

OANE A MAANON




AHO LleHTp noMoLUM/ NauueHTaMm
«feHOM»

@ Hawa uenb — BCeCTOpPOHHEE COOAENCTBME B COXPAaHEHUIM 1 MOBbILLIE-
® HUW KauyecTBa XXU3HW «pedKux» NaLneHTOoB.
C') O Hawlen aedaTesibHOCTU
AHO LeHTp nomMouim naumeHTamM «feHoM» Bbla co3gaHa B MapTe
rEHOM 2014 ropa. 3a BpeM§ CBOEro CyLleCTBOBaHMA opraHM3al Mg nomMorna
ULEHTP MOMOULL MAUMEHTAM COTHAM NtoAen C peaKMMIM 3ab01eBaHNAMU M3 CaMblX PA3HbIX YTONTKOB

Poccum, a TakyKe 3aCy»Kunna BbICOKMM ypPOBEHb 4OBEPUSA CO CTOPOHbI
BCEX YY4aCTHMKOB CUCTEMbI 3[PaBOOXPAHEHMUA.

OfHa 13 MPUOPUTETHBIX 3ada4 LieHTpa NoMoLLM NaumeHTam

«leHoM» — paboTa Haf COBEepPLIEHCTBOBAHMEM CUCTEMbI NTEKAPCTBEH-
Horo obecrneyeHMa NaLMEHTOB C PedKMMK 3a6oneBaHnamu. C 3ToM
LLleNbio OpraHmM3aLma BeAET aKTUBHYKO paboTy C perynaropamm, aKc-
nepTamMm B 06nacTu 30paBoOOXPaHEHNA N XKYPHANUCTaMU.

OoKa3aHUo MHPOPMaLMOHHOWM, MCUXONMOrMYECKOMN, kopUanYecKom

W KPU3MCHOW MOMOLLM NMOASM C pedKMMIM 3aboneBaHMamMn. HakonneH
3HAUYMTENbHbIM OMbIT y4acTUa opraHM3aL My B MpaBo3allMTHOM aeda-
TenbHoCcTU. CHOPMMPOBAHO MAaPTHEPCKOe B3aMMOOenCTBMeE C NpeacTa-
BUTENAMM caMblX pa3Hbix HKO Bo MHoOrmMx degepanbHbiX okpyrax Pd.

LleHTp noMoLLM NaumeHTaM «[eHoM» NpeacTasneH B CoBeTe obLecT-
BEHHbIX OpraHM3aLMi No 3alMTe NpaB NaLMeHToOB MNpu MUHUCTepP-
CTBe 34paBooxpaHeHmna Poccmninckon denepaum, B SKCMepPTHOM
coBeTe KoMuTteTa locynapctBeHHOM dyMbl Poccmimckon @efepanmm
Mo OXpaHe 300P0BbA MO COBEPLUEHCTBOBAHMIO 3aKOHO4ATETbHOMO
perynmpoBaHMa oKaszaHMa MedMLMHCKOM MOMOLLM BOMbHbIM C peaKu-

MUK 3a6oneBaHnaMm, CoBeTe 0BLLECTBEHHbIX OpraHmM3aL MM rno 3awuTe PykosoacTso

npaB NaLMeHToB Npu KoMuTeTe 3apaBooxpaHeHms CaHKT-TMNeTepbypra XBocTykosa EneHa ApkanbesHa,
n leHnHrpaackon obnactu, B MoneuntenbckoM coBete OIBY «Haumo- ANpeKTop

HaNbHbIN MeOVLMHCKUM MCCNedoBaTeNbCKMi LLeHTp M. B.A. AnMa- KOHTaKTBbI

30Ba» MUHUCTEPCTBA 34paBoOXpaHeHMUa Poccuinckomn depgepaumn. Ten. +7 (921) 998-19-55
elena-hvostikova@yandex.ru

www.orphan-genom.ru
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LleHTp «HeManeHbkue niogamn»
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Hawa uenb — co3gaHue yCJ'IOBl/IVI 019 MONTHOLEHHOM M aKTUBHOM I 3-
HW NoOgen C HU3KUM POCTOM B COBpeEMEHHOM obLlecTBe.

O Hawen aeaTeNnbHOCTU

ABTOHOMHaga HEKOMMepYeCcKasa opraHM3aLma naLmMeHToB C axoHOPO-
nnasmven v ApyruMm KOCTHbIMU OUCMNIa3naMKM U UX ceMel «LleHTp
“HeManeHbKue ntoam”» — poccumcKkaa HeKoMMepYeckada opraHm3aLms,
OKa3blBatoLLasa MOMOLLb TIOASAM C HU3KMM POCTOM — axoHOporasnen
W OPYrMMu ckeneTHbiMU ancnnasnamm. OHa bbina co3gaHa B UtoHe
2021 roga Ha 6a3e coobllecTBa poauTenen geten c axoHaponniasven,
KOTOPOE CYLLECTBOBASIO O STOro 6 NeT.

[JeatenbHOCTb OpraHmM3aLMm cBa3aHa C 3aLUTOM MHTEPECOB U MpaB
MaLMEHTOB C PasNMUHbIMU GOPMaMM HU3KOPOCIOCTU B YaCTW UX J0OC-
Tyna K nepenoBbiM MeToaM NieveHmnsa U peabunmtaumm, a Takke

K Ka4eCTBEHHOMY MeaMLMHCKOMY OBCNY)KMBaHUIO Ha BCEW TepPUTOPUM
Poccuin. Kpome Toro, CBoew Lienblo LeHTP «HeManeHbkmue nogu» cTaBuT
co3daHne SKOCUCTEMbI UHKITIO3MBHbIX MPOEKTOB C yYacTUEM PasfMUHbIX
MHCTUTYTOB M OpraHm3aL/ni4, a Takke Hebe3pasnmnUHbIX Toaen.

OpraHu3saLmMa Takyke NpoBoamT obpasoBaTellbHble MeponpUaTUS

0719 NMaLUMEHTOB 1 Bpadewn, peanmsyeT nccnefosaTesibCKme NpoeKTbl
Mo BOMPOCaM HMU3KOIo POCTa U ABMraTebHbIX HapyLLEeHMIM, OKasbliBaeT
KOHCY/bTaLUMOHHbIE YCNYr MO LLNMPOKOMY MepeYHio TeM. B CTpyKType
LleHTpa AeMCTBYIOT MpyMbl MOAAEPKM MNaLMEeHTOB.

LleHTp «HeManeHbKue nogm» asnaetca naptHepom PoHaa «Kpyr
Oob6pan.

#pecaHTRO6pa
#peHbpeAKUXMNALUEHTOB

PykoBoacTBO
HecTepoBa tOnma BnagnMmMpoBHa,
ONpPeKToOp

KoHTaKTbI

Ten. +7 (917) 787-46-67
welcome@achondroplasia.ru
www.achondroplasia.ru




AHO OIb CKK «BeTep Hagexa»
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Hawa uenb — o6begmnHNTb BCEX BOMbHbIX C CUHOPOMOM KOPOTKOM
KULLKM B Pocchm, 4ToBbl BMECTE CMpPaBUTbCH C OFPOMHbIM KOSTMYECTBOM
TPYOHOCTEN M MPENATCTBUIN, BO3HMKAIOLLMX B CBA3M C 3ab60/1IeBaHMEM.

O Haluen gedaTenbHOCTHU

C 2011 rofa aBTOHOMHaa HEKOMMepYeCcKasa opraHmn3auma no oKasaHuto
MOMOLLM BOMbHBIM C CUHOPOMOM KOPOTKOWM KULLKK 1 MeTabonmde-
CKMMU HapyleHnaMmn «BeTep Hagexa» OKa3blBaeT BCECTOPOHHIOK
noafdepPyKy poanTensaM AeTen U B3POCibiM 60/1bHbIM, CTPaaatoLLMM
CUHOPOMOM KOPOTKOM KMLLKKM (CKK). OgHa M3 MPUOPUTETHLIX 33434
opraHm3aumm, HapaBHE C 3alLMTOM MNpaB M 3aKOHHbIX MHTEPEeCOB
nauneHToB ¢ CKK, — OOCTUXKEHME MaKCUMarlbHO BO3MOXXHOTIO YPOB-
HA OKa3aHMa MeOULUMHCKOM MOMOLLM 1M Mep MO OXPaHe 300P0BbS
aeTen 1 B3pocCrbix C 9TWM 3aboneBaHreM. KpoMe Toro, CBoel Lierbto
«BeTep Hagexxa» CTaBUT pelleHne 3aaay ObLLIEeCTBEHHOM MHTerpaLmm,
couManbHOM peabunmTaumm NaLumMeHToB, a TakyKe oKasaHMe UM MpaBo-
BOM M MOPaSibHO-MNCUXONOrMYECKOM MOMOLLM.

B paMkax cBoeW OeATeNbHOCTM opraHn3auma NprBoaMT MNPOCBETUTEb-
CKyto paboTy A9 NOBbILLEHUNA MHGOPMMPOBAHHOCTU LUMPOKOW OOLLECT-
BEHHOCTM O TAaKOM PEOKOM OMarHo3e KaK CUHOPOM KOPOTKOW KULLKM.

KpoMe Toro, opraHmsaumg «BeTep Haoexxa» oCyLUeCTBASET MNPaBOBYO
noafdepyky naumenToB ¢ CKK. Bnaronoapsa eé aktuBHoM paboTte

30 ceMel ¢ AeTbMU M B3POCTIbIX C CUHAPOMOM KOPOTKOM KULLKK U3 pa3-
NIMYHbBIX PErMoHOB Poccum BbIMIpanu cyaebHble aena no obecrnedeHumto
YKN3HEHHO HEOBXOAMMbBIMU IeKapCTBaMK U yrKe MoJy4atoT flekapcTea
13 BlofyKeTa CBOEro permoHa.

#tpecaHTRO6pPAa
#tneHbpeAKUXNaUuUeHTOB

FSPUTNIK

PR A

PykoBoacTBO

Banawosa Mapug CepreeBHa,
BeOyLLUMIN SKCMEePT No MPOeKTHOM
0eATeNbHOCTU

KOHTaKTbI

Ten. +7 (985) 533-02-90
pacient@veternadezhd.ru
veternadezhd.ru
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MBOOMU «O6LWwecTBO NaLMeHTOB
C NnepBUYHbIM UMMYHoOAEePULNTOM»

OBLECTBO MNALMEHTOB C
NEPBHYHLIM HMMYHOREGHLMTOM
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Hawa Mmucecua — nomolpb, noooep>xkKa n cogencTeme Noaam, XNBY-
MM C nepBUYHbIM l/IMMyHOJJ,erVILI,l/ITOM.

O Hawlen aedaTesibHOCTU

MeXkpermoHanbHasa 6narotBopuTeibHasa obLecTBeHHasa opraHm3aLms
MHBaNMOoB «O6LECTBO MaLMeHTOB C MePBUYHbIM MMMYHOOEPULM-
ToM» 6bI10 co3gaHo B 2007 rofy C Lernbio 3alMTbl MpaB NaLMeHToB
Mpn nonyYeHnm MeamuMHCKOM NMOMOLLM U eKapcTBeHHOro obecne-
YeHUq, a TakXKe co34aHua yCOBUM ANS CBOEBPEMEHHOM OMarHOCTUKM
nepBMYHOIro MMMyHogedbMLUMTa Ha BCeN TeppuUTopmmn Poccun.

OpraHnsaumnsa oCyLLEeCTBAFET 3aLLUMTY MNpPaB M 3aKOHHbIX MHTEPEeCOB UNH-
Ba/IMO0B, CTpafatoLLMX BPOXKOEHHbIMW PAaCCTPONCTBaMM MMMYHUTET],
nepBUNYHbBIMIK l/IMMyHOD,erVILI,I/ITaMl/I, CouUMaribHyo nogaepx Ky cBomMx
Y1eHOB, BK/TKOYagda yyylleHMe MaTepmasibHOIo nosioxXeHna Masio-
obecneyeHHbIX U coumanbHyto pea61/|n|/|Tau|/uo MHBaNMOOB, a TaKXXe
nogoep>XmBaeT U peanmnsyeT l/IHCbOpMaLLl/IOHHO-I'IpOCBeTl/ITeJ'IbCKI/Ie

M 6ﬂaFOTBOpl/ITe)'IbeIe nporpamMMbl 1 MEPOMPUATUNA.

3a 2022 rog O6LecTBO NaLMEHTOB C NEPBUYHBIM UMMYyHOOEDULUTOM:

e MpoBeno paboTy No 256 NaLMeHTCKMM 0BpaLLeHMNAM,;

° peann3oBasno 34 Kenca no MoaroToBKE MaLMEHTOB K MPOXOXOEHUIO
MeOMKO-COoLManbHOM 3KCMepTU3bI;

e MPOKOHCYNbTUPOBano 6onee 200 NaUMeHTOB MO BOMPOCY MapLUpy-
Tn3aumnm B GefeparnbHble MeAUUMHCKUE LLEeHTPbI;

e MpoBeno 140 MHOMBUAYANbHbBIX MCUXOIOMMYECKMX KOHCYNbTaL MM
1 16 MaUMEHTCKUX KO/ B Pa3HbIX PErMOHaXx.

MBOOW «O6LecTBO NaLMEHTOB C NEePBUYHBIM UMMYHOOEDULIUTOMY
asngeTca yneHoM CoBeTa Mo 3almTe NpaB NaumeHToB Npy MrHUCTEpP-
CTBe 34paBooxpaHeHma Poccuinckon Genepauim, MexxgyHapoaoHoM
opraHMsaunm NaumMeHToB ¢ NepBUYHbIM MMMYyHogedbuumnTom (IPOPI),
EBponencKom opraHnsaumm rno peakmnm sabonesaHmnam (EURODIS),

a Takke BxoguT B «Kpyr apy3ein» @oHaa «Kpyr gobpa».

#tpecaHTRO6pPAa
#tneHbpeAKUXNaUuUeHTOB

HaR nanata
i Degeparian

PykoBoacTBO

Mockanés Mumxamn BnagmmMmpoBumy,
npegcegaTenb

EmMenumH AHTOH EBreHbeBuY,
conpeacepaTenb

BepceHeBa HaTtanba HMKonaeBHa,
BULEe-Npeacenatenb

KoHTaKTbI

Ten. +7 (904) 98-98-725 g

info@oppid.ru | oppid.ru \ ' : "
L]




MOO «O6LWwecTBO NaLMeHTOB
C HacneacTtBeHHbIM
AHMrMOHEeBPOTUYECKUM OTEKOMM»

Hawa uenb — KoHconMpauma naumMeHToB C HAacNe4CTBEHHbBIM aHITMO-

. HEBPOTUYECKMM OTEKOM, COOAENCTBUE B PELLUEHNN ﬂp06ﬂeM nevyeHusa
. M I'IpOCbl/]J'IaKTl/IKl/I 3aboneBaHug, pea6l/lﬂl/ITaLl,l/lOHHOFO M CaHaTOPHOIo
nedvyeHMqa, npegynpexgeHme n CHM>xXeHne MHBalTMaHOCTK, a TaKXKe
) COOEeNnCTBME B OpraHmM3aLUmnmM NoNyYeHUs MMM HeobxoQMMoro o6pa3OBa—

HUS, TPYAOYCTPOMCTBA M COLMaNbHO-BbITOBOro obecrneyeHmna ¢ y4eTom
cneunodrkm 3abonesaHms.

O Hawen gedaTenbHOCTHU

MexpermoHanbHasa obllecTBeHHada opraHmsaumsa «O6LecTBo
MaLUMEHTOB C HACNeOACTBEHHbIM aHIMOHEBPOTUYECKMM OTEKOM»
aBnaeTca eAMHCTBEHHOM B Poccum opraHmsaumen, obbeanHaoLmnx
nauMeHToB C HaceACTBEHHbIM aHIMOHEBPOTUYECKMM oTeKkoM (HAO).
CeropHa opraHusauma nogaepyxkmeaet 6onee 300 naumeHToB ¢ HAO
n3 50+ pernmoHoB Poccummn.

[MaBHble 3a4a4M OpraHM3aLnmy — NpuBNedYeHme BHMMaHMa K npobneme
OMNarHoCTUKM BonesHn 1 nogaepykka naureHTos ¢ HAO, a TakyKe OKa3a-
HWe MPaBOBOM MOOOEPXKKM YTEHAM OpraHM3aL MM B BOCCTAHOBIEHMM
HapyLleHHOro npaea.

bnarogapa oeatenbHocT MOO «OINMHAO» cerogHsa 90% eé uneHoB
MMEOT OOCTYMN K COBPEMEHHbIM MpenapaTtaM. KpomMe Toro, opraHmsauma
MPOBOAUT PaboTy MO MHOOPMUPOBAHMIO BCEX 3aUHTEPECOBAHHbIX NAL,
0 NPOBOAMMBbIX KITMHUYECKUX MCCMeaoBaHMAX, HOBbIX Crocobax nedeHuns
HAO B Mupe n B Poccrmm, a TakyKe Mo MOBbILLEHWIO OCBEAOMNEHHOCTM
oblecTBa o MpobremMax NaLMeHToOB C HaceACTBEHHbIM aHTMOHEBPO-
TUYECKMM OTEKOM, OpraHm3ya LLkonbl maumeHToB, KoHdepeHLUnn, doTo-
BbICTaBKW. B 4acTHOCTK, ¢ 2023 rofia B paMKax COBMECTHOTIO MPOeKTa

c ®oHaoM «Kpyr nobpa» OBLLECTBO OPraHM3yeT pa permoHanbHbIX
MaTPOHaXKHbIX KO ANa Bpadven n cemen ¢ HAO. O6LLecTBO NaUMeHTOB
TaKXXe aKTVMBHO B3anMoOenNCcTByeT ¢ MMH34paBOM Poccum, a TakxKe ¢ pe-
rMMOHaNbHbIMU MUHUCTEPCTBaAMM U OenapTaMeHTaMM 300aBOOXPaHEHUS.

T Imu.r'mu;u

PyKOBOACTBO E ! E

Be3boyxkHaa EneHa BUKTOPOBHa,
npegcegaTenb MpaBieHusa

KOHTaKTbI E
Ten. +7 (916) 726-00-21
opnao.ru@gmail.com

79167260021@ya.ru
WWW.0p-Nao.ru
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MOO «lMaumnmeHTCKoe coobLuecTBo
pPaxXmnTonoao6HbIX 3a6oneBaHUM
“NMocnepncreua’»

L
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Hala uenb — cCofencTBMe UieHaM opraHmsaLmm B pelleHmnm 3aaad

Mo AMarHOCTUKe, NeYeHnIo U coLmanbHoM aganTaLmm naLmMeHToB C pas-
NNYHBbIMU bOPMaMM PaxmMTONoaobHbIX 3aboneBaHmm, GopMUpoBaHme
peecTpa NnaumMeHToB A8 NMonyyYeHMnsa rocy1apCcTBeHHOM MOAAEPIKKM.

O Halwlen peaTeNIbHOCTHU

MeXkpermoHanbHas obllecTBeHHas opraHmsauma «auneHTckoe
coobLLecTBO paxmTornogobHbix 3aboneBaHui “Mocnenctema’» Obino
co3gaHo B MapTe 2021 roga ong obbeAMHEHUS Bpadel 1 NaLumMeHToB
B 60pbbe ¢ pas3nYHbIMU GOopMaMmM paxmTa. Ero oeaTenbHOCTb Ha-
MpaBfieHa Ha 3alUMTy NpaB NauMeHToB, MOAOAEPXKKY 1 peanmsaLmio
MPOEKTOB B MHTepecax Nto4en C paxmTonogobHbiMK 3a60eBaHNAMM,
a TaKXXe OkasaHue NOMOLLM B OpraHmM3aLmm nedeHmnsa v ANarHoCTUKM
TaKMX MAUMEHTOB MO BCew TeppuTopmm Poccuimckom depgepaumn.

3a HebOobLLIOM MNepuod CBOEro CyLieCTBOBaHMA NaLMeHTCKoe Co06-

LecTBo «MocnencTsmna» Nposeno pan MHboPMaLMOHHO-MPOCBETM-

TENbCKMUX MePONPUATUIL

o KPYI/bl CTON A9 CTYAEHTOB-MeAMKOB U NpenoaasaTenein AMyp-
CKOW rocyqapCTBEHHOM MedMLIMHCKOM akageMum, YToBbl MO3HaKO-
MUTb ByOyLLMX Bpadel ¢ paxmTonofgobHbiMM 3a60o1eBaHnaMm;

« BeBMHapbl AN9 MaLMEHTOB 1 UX POOUTENEN, B XO[e KOTOPbIX MX
YHACTHUKM Y3HaW, KaK NpaBuiibHO MPOBOAMUTb KOHTPOb aHaIM308
N KOPPEKTUPOBATb JO3MPOBKM;

e MOArOTOBUM U PACMPOCTPaHUIN Cpeam Bpadel 1 naumeHToB
MHbOPMaLIMOHHbIe MaTepuanbl 0 X-AOMUHAHTHOM rnodocdaTe-
MUYECKOM paxuTe.

MOO «[MaumeHTcKoe cCoobLLECTBO PAaxXMTOMOA0OHbIX 3aboneBaHMNI
“MocnencTema’ BXOOMUT B COCTaB 0OLLECTBEHHOIro COBETa MO He3aBuU-
CUMOW OLIEHKE KaYyeCTBa YCMTOBUM OKazaHUeA yCciyr MeauuUMHCKMMK
opraHmMsaumaMm AMypcKom obnacTu.

#pecaHTRO6pa
#peHbpeAKUXMNALUEHTOB
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Welcoming New Members

XLH
Awareness

L : Month
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Serqei from
Blogoverhchensk,
Ruszia

PykoBoacTBO
Bobnukos Ceprev Hukonaesuy,
npeacegaTenb MpaBneHusa

KoHTaKTbI
Ten. +7 (924) 675-39-67
rickets.russia@yandex.ru | rickets.ru
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MOO «[loBepue»
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O Halwlen aeaTesnibHOCTU

MeykpermoHanbHasa obLecTBeHHaa opraHM3aumMa NogaePyXKKM naum-
€HTOB C BOCManmTeNbHbIMKM 3a601€BaHNAMK KULLIEUYHUKA U CUHOPO-
MOM KOPOTKOM KULLKK «[JoBepue» 6bina cosgaHa B uione 2011 roga

B CaHKT-lNeTepbypre C LeNblo KOHCONMAALUMKM MALMEHTCKOro cooblLLe-
CTBa, OKa3aHMSA CoLMaNbHOW M MCUXONOrMYECKOM Noaae KM Noaam
C BOCManmTenbHbIMM 3a6oneBaHMaMM KMLedHuka (B3K) 1 cuHgpo-
MOM KOPOTKOM KMLKK (CKK), cogencTBma nx coumanbHOM 1 TpyooBOM
afjanTaumm, a TakyKe oCyLLeCcTBNeHUS MePOMPUATMIA MO NPOPUIAKTU-
Ke, OMarHocTuke 1 nedeHumto B3K. Ha cerogHaWHMIM OeHb B €€ CoCTaB
BXOLOAT 47 oToeneHunin Ha Tepputopumn Poccrmnckom @epepan .

B pamMkax cBoen geatenbHoctn MOO «[loBepmne» OKa3biBaeT COLU-
ANbHYO, MCUXONOMMYECKYIO M KOPUOMNYECKYIO MOMOLLB NaLMeHTaM,
OCYLLECTBNAET B3aMMOLEWCTBME C OpraHaMu BMacTy 4na peLleHumns
BOMPOCOB COBEPLLUEHCTBOBAHMA OKa3aHUA MEANLMHCKOM MOMOLLLA,
MapLUpyTU3aLMM MaLMEeHTOB M NNIEKAPCTBEHHOIo obecneyeHmns, a Tak-
YKe 3aHMMaeTca OPMUPOBAHMEM €OMHOIO PErncTpa NaLmMeHToB

¢ B3K n CKK. KpomMe Toro, naumneHTCKaa opraHm3saumsa 3aHMMaeTcs
MOBbILLUEHNEM YPOBHSA 3HAHMW NEPBUYHOIO 3BEHa O BOCMaNIMTETbHOM
3aboneBaHnM KULWEYHMKA U CUHOPOME KOPOTKOM KMLLIKM U COBEpP-
LUeHCTBOBaHMEM YPOBHS NepPBUYHOM AMAarHOCTUKK 3aboneBaHms,

a TaKXKe MPOBOAUT permoHanbHble LLIKonbl nauneHToB Ang MHGoOpMM-
POBaHMSA NaLLMEHTOB U X POACTBEHHUKOB O 3aboneBaHMax. 3a 6onee
ueM 10 netT geatenbHoctTM MOO «[loBepue» nposeno 6onee 70 WKoN
1 Be6UHaAPOB A9 MaLMEeHTOB.

Takxke 3a nepuropn 2020-2022 rr. MOO «[loBepue» Npu Nogaepxxke
doHOa NPe3naoeHTCKMX MNPaHTOB peanm3oBano 3 NpoeKTa, HanpaBs-
NIeHHble Ha OKa3aHWe NMoMOoLLM NaumneHTaMm: «flcnxonorma nosepmay,
«HaBcTpeyy opyr opyry!» n «MpocTo 0 CNOXHOMD».

MOO «[JoBepue» apndaetca uneHoM OBLLEPOCCUINCKOM 0BLLLECTBEHHOMN
opraHmsaLunm «Bcepoccuimckoe obLLecTBO peakux (opdaHHbIx) 3ab0o-
neeaHum» (BOO3), Bcepoccmmckoro coto3sa naymeHTtoB (BCI1), B3aumo-
OenCcTByeT U CcoTpyAHMYaEeT ¢ EBponenckom degepaumen accoumaumm
BK v HAK (EFCCA).

#pecaHTRO6pa
#peHbpeAKUXMNALUEHTOB

1l Becepoceuiickm
KOHrpecc
«AYTOUMMYHHD
W UMMYHOAR bULKT
3abonesanugy

PykoBoacTBO
LawypwnHa TaTbaHa NropeBHa,
npencenaTesb

KoHTaKTbI
vzk.rf@yandex.ru | vzk-life.ru

Mbl B coLManbHbIX ceTaX
vk.com/moo_doverie
t.me/moo_doverie
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MOO «4TO6bI BUOETbH!»

ﬁ O Hawen gedaTenbHOCTHU

‘ \ MeykpermoHanbHasa obLlecTBeHHada opraHm3auma conoencTema 1 NomMo-
WK 6ONbHbIM C HacNeaCcTBEeHHbIMU 3abo/1eBaHUAMK CeTYaTKM «HTOObI
BMAOeTb!» 6bina cozagaHa B 2016 roay ¢ Lenbio MOMOLLM AeTaM U B3pocC-
NbIM C Pa3UYHbIMUN HacNeaCTBEHHbIMK 3ab601eBaHNAMM CeTUYaTKMY,
MPUBOAALLVMU K CUMTbHOMY YXyALLIEHUIO 3peHMs, BM0Tb 40 clabo-

BMnaoeHun4d.

YTo6bI BUAETH!

B paMKax cBoel OeaTenbHOCTM OHa MPOBOAMUT obyyeHre naumeHToB
M YNEHOB X CeEMEMN HaBblKaM »XU3HW co cnaboBuaeHmnem (LLikona
nauneHTa, exxeroaHaga oHManH KoHpepeHUna «uctpodusa ceTuaTu:
MHdbonone NaumeHTa»), ToMoraeT B aganTauMm NnL, C HacneacTBeH-
HbIMW 3a60NeBaHUAMM CETUATKM MyTeM YBeNMyeHUa BO3MOXKHOCTEN
MHOMBKMAOYaNbHOro nogbopa NprbopoB 1M 0ByYeHUa crieunanmMcTon
B 3TOoM chepe.
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Kpome Toro, MOO «4To6bl BUOETbL!» COOAENCTBYET NPOBEAeHMIO Hayy- I
HOWM PaboTbl U KITMHUYECKMX MCCredoBaHMIM B 06/1aCTV Hac/1eACTBEH- [
HbiX 3a60/1€BaHMIN CETYATKM MyTEM OMOBELLEHUS MaLMEeHTOB M Momny- [
napu3aumm reHeTUYECKOM ONArHOCTMKU. [
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PyKOBOACTBO E E

BanbapuH Knpunn AnekcaHopoBumy,
npe3naeHT

LLinbaHoBa BapBapa AHOpeeBHa,
WMCMONMHUTENbHbIM OMPEKTOP E

KoHTaKTbI
info@looktosee.ru | looktosee.ru
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MPOO «22/17»
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Hawa uenb — crnocob6CcTBOBaTb M3MEHEHMIO K JTyYLLEMY YKM3HeM naum-
€HTOB C HeMpodrnbpoMaTo3oM B Poccum.

O Hawen aeaTeNnbHOCTU

MexpervoHanbHasa obLLecTBEHHasa opraHmM3aLma cogemcTBMS MOMOLLM
nauMeHTam ¢ HempodpubpomaTosom «22/17» Bbina 3aperncTprpoBaHa

B MapTe 2020 roga v gBngeTca eAnHCTBEHHOM B POCCUIM OpraHM3aumen,
KOTOpasa OKa3blBaeT CUCTEMHYIO MOALEPKKY MaLMEHTaM C HENPO-
dunbpomaTtozoM 11 2 TMMa, a TaKXKe LIBAHOMATO30OM.

B paMkax cBoel 0eaTenbHOCTM OpraHmM3aLmMa BbiCTPanBaeT CUCTEMY
MOMOLLM NaLMEHTaAM M UX POACTBEHHWMKAM MO BCEW CTpaHe, MpoBOaUT
LLIKonbl MaLUMEHTOB C y4acTMeM cneumanmcToB M3 deaepanbHbiX U pe-
FMOHANbHbIX LLIeHTPOB, OKa3blBaeT MHGOPMALIMOHHYO, HABUIALMOHHYO
M topuaMyecKyto Nogaep KKy, a Takke Beget odmumanbHbl PeecTp
NaLMeHTOB C HEMPOPUMOBPOMATO3OM.

MPOO «22/17» aBNgeTCs UNeHOM eBPOnencKom 30HTUYHOM accoLMaLmm
no HenpodmbpomaTosy NF Patients United, nnoTHO coTpyaoHUYaeT

C APYTMMU PasNNYHbIMU HEKOMMEPUYECKMMM OpraHmM3aumsamMm 1 énaro-
TBOPUTENBbHbIMU GOHOAMM.

#tpecaHTRO6pPAa
#tneHbpeAKUXNaUuUeHTOB

PykoBoacTBO
YumcrtonpynoBa AHHa MropeBHa,
OVPEKTOP

KoHTaKTbI
info@nf2217.ru | Nnf2217.ru
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AHO «OaMH HA MUNJTUOH»

"'"_'\ O Hawen pgeartenbHOCTU

3 ABTOHOMHAas HEKOMMepYecKas opraHmsaumna «BcectopoHHee okasaHue
A ‘ M CoOeMnCTBUA NLaM C anbda-MaHHO31O030M “OanH Ha MUNAMOH"» Bbina

CO3[aHa C LeNblo OKazaHMa cooencTBma nmuam ¢ anbda-MaHHO3MO0-

A e 30M. PaboTa opraHm13aLmm BKIOYaeT B cebst MPOeKTHYIO AeaTeNbHOCTD,
B3aMMoaencTeme ¢ BpavyebHbIM COOBLLIECTBOM U APYIMMU MNALMEHTCKU-
MW OpraHn3aLmMaMm, a TakKe NoMOLLLb B MapLLpyTM3aL MK, NONyYeHMIN
NEeKapCTBEHHOro obecrneyeHna 1 ynydlleHUM KauyecTBa XXU3HM naLumeH-
TOB C anbda-MaHHO3MO030M.

AHO «OgnH Ha MUANMOH» aKTUBHO B3amMogemncTeyeT ¢ PIBY «Haum-
OHaNbHbIN MEAUUMHCKUIM MCCNeoBaTENbCKUM LLIeHTP OTOPUHOMAPUH-
rornornmn MenepanbHOro MeanKko-61MoNorMyeckoro areHTCTBa», Bcepoc-
CUMNCKMM 06LLIecTBOM opdaHHbIx 3abonesaHnin (BOO3), AHO LieHTp
MOMOLLM NaLreHTaM «feHOoM», a Takxke DoHOoM «Kpyr gobpa».

B 6nmkanwee Bpema AHO «OgmMH Ha MUNMOH» MNaHWMPYET peanm3o-
BaTb pad NpoeKToB nNpw ydactum GoHaa «Kpyr Jobpar, KoTopble 6yayT
BK/tOUATb MepornpusaTms no MHPGOPMUPOBAHMIO HaceNneHnsa U Bpadeb-
HOro coobLLECTBa O CyLLIeCTBOBaHUM AMarHo3a anbda-MaHHO31O03,

a TaKyKe 0 HeobXoOMMOCTU PaHHEro BbiaBeHMa 3aboneBaHng 1 BO3-
MOMHOCTW MOSy4YeHMA NeKapCTBEHHOro obecrnedeHus.

PykoBoacTtBo
KoHycoBa XXaHHa OnerosHa,
reHepanbHbIM ONPEKTOP

KOHTaKTbI
Ten. +7 (937) 225-15-96
vk.com/public218727338
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#pecaHTRO6pA
Vs #taeHbpeAKUXNaUNEeHTOB




