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. «Bcepoccuitckoe obLLEeCcTBO

opdaHHbIX 3aboneBaHUN»

45 PETUOHOB, 142 YYpeaUTe s

® [Ipencenarens — 3axaposa E.IO.
¢ Jam.mipencenaresns — TepexoBa M. /1.
* VicionHuTenbHbIN fyupeKkTop — MsacHukosa H.B.



Llenn BOOS3:

®

®

®

comeliCTBMe  KOHCOMHUJAIIMM  ITMAIIMEeHTOB C  PeIKHuMU
3a00/IeBaHUSIMU;

COLeNCTBHE B 3allUTe MPaB U 3aKOHHBIX NHTEPECOB MalleHTOB
C peaknuMH 3a00/IeBaHUSIMY, OKa3aHWE HM MPABOBOM, U
MOPAJIbHO-TICUXOJIOTUYECKOU U MHOM IMOAJEPXKKHU;

COZleiICTBUE B YCTAaHOBJIEHHOM 3aKOHOM MopsAJKe
MeIUIITMHCKOM W COIWA/IbHOM peaOM/IMTAllMM TAIlUeHTOB C
peaIKuMU 3a00/IeBaHUSAMH, YKpeIUleHhe WX (PU3UYecKoro u
TICUXOJIOTUYECKOT0 O/Iarononayyusi, HOAJepP)XaHUsS BBICOKOTO
KayeCTBa UX XXHU3HHU;

COeMCTBHE TIPEeJOCTABJIEHUIO TMallMeHTaM C PeaKUMU
3a00/IeBaHUSAMHA  PaBHBIX C  JOPYTMUMU  TpaXXJAaHaMH
BO3MOYXHOCTEH y4acTUs BO Bcex cdhepax KHU3HU 00IeCTBa;
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3aaayumn BOO3

® AKXTMBH3AIIMs TMAIIMEeHTCKOTO COOOIeCTBa, CeIHaJTuCTOB
Y TPAYXJAHCKOTO 00IIIecTBa.

e [loBbIlIeHYE YPOBHS OCBEJOMJIEHHOCTHU O PEIKHX
3a00/IeBaHUSIX,

® CTUMY/IMPOBAaHME COTPYAHHUYECTBA M OOMeHa 3HAaHUSMU
KaK BHYTpU Poccuu, Tak U B Iipeieiax MUPOBOTO
CcOo0O1IIeCTBa.

® 3aKOHOJATe/IbHbIE U IMTOIMTUYEeCKHEe MHUITUATHBbI B
00/1aCcTU peIKHX 3a00IeBaHU.
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3aKOHOAATEeNbCTBO

® PaBHBIN AOCTYN K JIeKAPCTBEHHOMY O0eCIe4YeHHUIo [1JIsi
[MAllIeHTOB C JII0ObIM 3a00IeBaHUEM

® PaBHBIM JOCTYmN K MEIUIMHCKOU TMOMOILIU [JIs
IMAllIeHTOB C JII00bIM 3a00/IeBaHUEM

® PaBHbIe BO3MOXXHOCTH y4aCTHsI BO Bcex cdepax XU3HU
o01lIecTBa MALMEeHTOB C JTI0ObIM 3a00/1eBaHUEeM



Ba)XHble naaHbl HA ban»Kanwmne aHu

e PaboTa HaZl mepevyHeM peaKux Oome3Hel

® YyacTure B CO3JaHNH PETMCTPOB MO PeAKUM
3a00J1eBaHUAM

® [locrbHast MOMOLLb B CO3JAHUU IMTPOTOKOIIOB U
CTAHAPTOB MO PeIKUM OO0Ie3HIM
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PaboTa B permoHax

e CoBpeMeHHast MeJUIIMHCKasA U COLIUAJIbHAS MOMOIILb
IJTST KOYKZOTO TIAllMeHTa ¥ CEMbH B JITIOOOM pervuoHe

e O6benHeHWE ManeHTOB ¢ P3 B perroHax
* Cucremarusanus nmpobsem P3 B pernoHax

e [IIKonbI 111 TALIMEHTOB B peruoHax

® [IIKombI AJ151 KCIIEPTOB B peruoHax




BCEPOCCUMNCKOE OBLLECTBO OP®AHHbIX
3ABOJZIEBAHUN

® BeJCHUE WHMOPMAIMOHHOIO

PE[KME GONEZHM W OPSAHHBIE NPENAPATEI

¥eaxaemsie apyzsa! Coofuaen Bam o coaganmm "Beepoccuiicioro
obuwecrea pequn (opdasmiie) sabonesamii”

YemwasHue Apyzes, Konnern
Beem ussecTHO, ¥To B POCCMM, KSK W BO BCEM MMDE, NpOBReMa ODraHMEaLAW
NOMOLLM BONHLM PEAKUMI SSECNESSHURNI CTOMT CHeHs OCTPO. HECOMHEHHG, OHa
HOMKHZ PELETLOR K3 FOCYASPCTBEHHON YPOBKE., OQHIKO OBILECTED TIIOKE HE
WOKET OCTaBITLCR B CTOPOME OT YM3CTHR & npofnewe  peawx (opdaiws)
ssbonesammil.  MMMLWSTMBHOR TDYNNGH MPWMATO  pewekme O CosmaHime
OBy i I i naumenTOoE,
NPOCTO. Z3MHTEPECOBIHHLE MMLL, WS PI2NWAHLE PErMONOE Hal
OKE3aHUR MOMOLUM MaUMEHTAM € peaKm 3260nesaHIM,

iy & no penkmH

Or Pabousit rpynnu no peakwu =aboneeawwmM npu Beepoccwiickow GCoise

Member of b
EURORDIS

Rare Diseases Europe|
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®eaepauns MNauwentos ¢

Peakumu Jabonesanusmm
w3 Llentpansnoi u
BocrouHoi EBpons

NAUMEHTOS, OSILECTBEHHLY OPraHISILMA NSUMEKTOR © PEAKAMM o
npwrnawsen Bac 1z

I fpawpanceyro  wowbepenwwo no  pemwnm  saGonesammam  (4-
Swosbpa,r.Camapa).

RnReTCH LiKna weponpHRTWE, KoTopse Sein
noCEALIEHE peakkMu BOnessM & PoccHi M B Apyrkx cTpakax. B Kowdepssumm
NPMMYT YMECTWE MEUMEHTH W COECTBEHHuE COGEOMMEHWR, YWehME M

e, w & obnacty [ ——
NPOMULINEHHOCTH. 0 OUSHKEM 3KCNEPTOE PBAKMMM aBonssaHuMAMM & PoccuM
cTpanmoT Bones § MUAMUMOHOS senceskc. ECe NaLMeHTs B POCCUM W B APYIUX CTSHEX
CTANKMBSIOTCR C OAMHBKOBMMA NPOBNEMSMA: AOCTYNHOCTE WAGODMBLMM O
3360Me82KNN, AOCTYHOCTE AWATHOCT UKH, NESEHUR U PESBUNKTaLMH.

Muranpas noobewan pacimpnTs <Cem Ho3oROTHI NovTH 8 5 pas

37.10.2011
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MHTEpHET-canTa \WW\\.rare-
diseases.ru ¢ SHIUKIOICIUCH
10 PEAKUM 3a00JI€BaHUSIM,

nH(pOpMaIEH O KIIMHUKAaX U
1a00paTOPHUsIX, 3aHUMAKOLINXCS
PEIKUMM 3a00JI€BaHUSIMU B
Poccuiickon Denepaiuu,

nH(popManuen oo
OOIIECTBEHHBIX OPraHU3aLMIX
MaIMEeHTOB,
0JIaroTBOpUTEIIbHBIX (DOHIAX,
MIOMOTalOIIMX MallUeHTaM C
PEIKUMM 3a00JIEBAaHUSIMU.
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* MesKayHapoaHbI AeHb

702 Meponpuatua BOO3 “r

® KpYyI/Ible CTOJIbI SKCIEPTOB IO PeIKHUM O00/Ie3HSIM C yJacTUEeM
BeAyLIWX Bpayeu, y4eHbIX U UCC/IeJoBaTeeu, MpeaCcTaBUTeen
OPTaHOB 3/IpaBOOXpaHeHMs U 001ecTBeHHOCTH (rr. CaHKT-
[TetepOypr, Kasaub, Openoypr).

e PaboTa BebO-caliTa

® BCEpOCCUHCKHE COIMa/bHbIe 00lIecTBeHHbIe akInuu «Can
penkux Oone3Hel», «ITncbMmobym» 1 «Bumeo-o6paiienus
MAIEHTOBY.

® BcTpeyu MauueHToOB B peruoHax.
* Brimmyck mepBoro Homepa xypHasa «Pengkue 6one3nu B Poccun»,
® IIMPOKOe OCBellleHHe MpobeMbl peKkux 3abomeBanunii B CMU.


http://www.rarediseaseday.ru/

BbixoanT 1-n Homep XKypHana

* [lonmynsipHBINM XXYPHAJI O

peakux 00/Ie3HSAX IS TeX,
PEZ[KHE B0 JIESHH KTO CTaJIKHUBaeTCs C
o 8Pl BOIIPOCaAMU ITOMOLIU

‘$ MMALUEHTaM C
P3, xoder 3HaTH OOJIBILIE O
, HOBBIX METO/IaX JIEYeHMUS,
swaxomsrecs, V| 3aKOHAX, OT€YeCTBEHHbIX U
:‘:;s;:];':;;;;:z el MEXIAYHAPOAHBIX
* MEPOTIPUSITHUSX , /ISl TeX

KTO XO4YeT ITOMOTraTh U KOMY

HY>XHA ITOMOIIb

PEAKHE HO CH/IbHBI& BME
JleHb pe/IKuX 6oJie3He
B Pcoccum U B MUpe.

Lentp
JHArH




HypHan peakue 6onesHn B Poccuun

e [IpengHa3HavYeHWe XYPHAJIA - NPeJOCTABUTH ellie OAHY IUIOLIAJKY
IJisI DKCIEePTOB U 00IIeCTBEHHBIX OPTAaHU3AIWH, A1 00CY)XIeHUH
aKTyasnbHbIX Tpobsiem P3 B Poccry, mokasaTh MeXAyHAPOAHbBIHN OTBIT
Y OTIBIT POCCUHCKHUX OOIeCTBEeHHBIX OpraHu3anui, . OrnepaTUBHO
TOBOJUTH /10 YUTaTe/Iell HeOOXOAMMbIEe CBeJIeHUsT, KOTOPbIe celdac
OHH BBIHY)>K/I€HBI COOMPATH U3 PA3HBIX HCTOYHUKOB — 3aKOHBI,
HOPMAaTUBHbIE aKThI 110 P3, HOBOe B JieueHHe, peTUCTPaLsi HOBBIX
IpernapaToB, 00IeCcTBEHHbIe OPraHU3AI[UH 10 PeIKUM O0JIe3HSIM B
peruoHax M B CTPaHe, HOBbIE LIEHTPHI 110 JUATHOCTUKE U JIEYEeHUIO,
aKIIMH, KOHPEpPEeHIIUH U T/,

LleneBas aysutropus.

OpraHusaTopsbl 34PaBOOXPAHEHUS B PeTMOHAX, MAallUeHTCKUE
OpTaHMW3aI1H, OIaTOTBOPUTETHLHBIE $OH,I[I>I, BpayM, 3aHUMaAIOLIHeCs
npooOsemamu P3, mamyeHTHl.

BbIXOOUWT 1 pa3 B KBapTaJl.



Bliepa MHOcUM ndauueHmdam nomoHsb 6b1710 HEBO3MONCHO....

Ce200HSA docmudcenus MeduyuHbl Mocym obecnedumbs UM
do0CMOUHYI0 HCU3HbB!

Hawu nodoneunsle CMO2YM 8blUCUIMDb, MoabKO ecau obwecmeo
nepecmarem 6b1imsv pasHOdywHbIM K ux 604U, a 20cyoapcmaeo
op2aHu3yem 015 HUX adeKk8amHy U c80e8peMeHHY NOMOWb
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CNACUBO 3A BHUMAHME!

Haiiry KoHTaKThI:

e www.rare-diseases.ru

e vooz@bk.ru
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