PeweHune meauko-counanbHbIX
BOMpPOCOB NauueHTOB C
MYKOBUCLMAO30M

XX HauunoHanbHbIN KoHrpecc no 6one3HAM opraHoB AbixaHus 18 HOsAOpsA
2010

—



0 IIpomuio BpeMst U B MUPE, U JIAKE B HAILIEHU CTPAHE
MOSIBUJIMCh HOBBIE JIEKAPCTBA JIUISL PEIKUX OOJIC3HEH,
HEKOTOPBIE JUATHO3bI OTHOCSIIUECS paHEE K
NaJUIMaTUBHBIM TIEPEILIA B pa3psi KypaOeIbHBIX

..«MYKOBUCHLHHTO3»

«K omomy cnosy ouenv mpyoHo npusblkHyms, ¢ dmum
OUACHO30M OUEeHb HENPOCMO HCUMD ...




MOO “lNMomoub OONbHBLIM
MYKOBUCLMUOO30M”

1 [JaTta co3gaHuda - uioHb 1997 T.

1 Llenb: okaszaHme nomoLum naumeHtam B obecneveHum
nekapCcTBEHHbIMWN Npernaparamm, MeguLMHCKOro
nevyeHns u coumanbHon peabunutaunmm OO0SIbHbIX C
MB

1 CocTas

poauTtenn bonbHbIXx MB, uneHbl nx cemen
B3pOC/ble NayneHThbl

Bpa4n-aKCcnepThl

BOJTOHTEPSI




MOO“lNMomoLb 60NbHLIM MYKOBUCLUAO30M”
PermoHanbHasa npeacTaBreHHOCTb

d
*Pecnybnvka balikoprocTaH *CaHkT-lleTepbypr *Tomckast g

*Pecnybnunka Mapwuin On =+JleHnHrpazckas obnacTb *Hmxeropo;
*Pecnybrnivka Mopposus 'CBepﬂ,ﬂOi‘Kaﬂ obnacte _ s ‘Camapg

Kyp

*Pecnybnuka TatapcTaH -CapaTOBc@bo@'laCTb ‘*,
*Pecnybnvka Antan MeHCKas 0bRacTb
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S UCTOYHUKN (hUHAHCHUpPOBaHME CUCTEMbI
L 3apaBooxpaHeHusa B PO

AMBynaTopHbIN [ocnuTanbHbIU

NcTouHNK aTtan aTan
dbrHaHcMpoBaHuS \/( N\

Bbicokue

7 Hosonorum OHIJIC (O10) TexHOMOMM

KOK Per. nbrota
[locnuTanbHas

MOMOLLIb
PernoHanbHasa nporpamma




CTpykTypa MeguUMHCKOU MOMOLUMU
nauueHtam c MB

0 AmMBynaTopHasa NoMoLLlb

nbrotHoe J10 :7H, OHJIC, pernoHanbHble NporpamMmmbl
1 CtaymoHapHasi NOMOLLb

BMI1 ana neten ¢ MB,

cneunannsanpoBaHHas MeaguLUuHCcKas NOMOLLb
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M NMOJIHOCTbIO W He obecneynBaeTcs M 4aCTUYHO



CoumanbHasa nomMoulb

1 93% naunmeHToB UMEIOT CTaTyC UHBanuMaa ¢ AeTcTBa

0 nNosydaroT counaribHoe nocobue u nbrotbl Ans
NMHBaJ1INgoB

1 TEXHUYECKMEe cpeacTBa peabunutaumm noka
HeOOCTYMHbI

1 Bcero npoaHkeTtnpoBaHHbIX - 305 cemen.
1 Bapocnbix 6onbHbIX - 34 Yyenoseka. (11 %)

1 7% onpoleHHbIX He MMEKT MHBaNUAHOCTL. B ocHOBHOM 3TO
B3pocrible 60MbHbIE N BHOBb BbISIBNEHHbIE.

0 72% BONbHbLIX MEKOT HEQOCTATOK BECa N HyXXOaloTcA B
OOMONHUTENTbHOM, BbICOKOKanNoOpPUMHOM NUTaHUN.

1 70% cemen 3TO NosfiHble CEMbU T.€. UMEKT 00OUX poanTenen.
1 34% cemen - mManoumyLime .




OcobeHHoCcTU cutyauum ¢ MB B PO

A OTtcytcTBUe komnnekcHoro J10

[0 pa3poO3HEHHbIE UCTOYHUKMN (PuHaHCcMpoBaHus:/7 Ho3onormn, OJ10,
pernoHarsbHble DQXKEThI

I OTCYyTCTBUE CUCTEMbI TEXHNYECKUX CPpeacTB pea6|/|n|/|Tau|/||/|

o Bonpockl nony4yeHns ctatyca uHBanuaa

2 HeobxoammocTb 4acTbiX rocnutanusauum ansi npoBeaeHus
aHTUbmoTmnKkoTEpannu

Cnieyuanucmbl 20moebl 1e4umsb, HO .
[ BblAENsemMbIX CpeAcTB BCE elle HegocTaToO4YHO G
[0 Bonpockl obecnevyeHnsi B3POCIbIX HE peLUEHbI
[ obwectBo He 3HaeT o MB n He BManT npobnembl




OesatenbHocTb MOO

Llenb
C LUesblo yNny4dleHusa KadecTBa Xn3Hn 6onbHbix MB

C Lernblo YBENNYEHUSI NPOAOIMKUTENBHOCTU XKU3HU
coumanbHaga agantauma B oOLlecTse

B3anmogencreume
[0 C meanumHCKumMm coodLLecTBOM

[0 Poc3sopaBHansop
[0 Poccunckue n 3apyodexHble oolecTtBeHHble 00beaANnHeHuUs

0 dapmaueBTUYECKME U OpyrMe KOMMaHum
0 CMU




aHanms3 cutyaumm no
neKkapCcTBEHHOMY
obecnevyeHuo

KTo Bnuget Ha
NpUHATHNE
pelweHnsa

Nnucbma o

NnaH HeyaoBNEeTBOPUT
ernbHOM

'D-eMVCTBM nonoxexun (Ha

N OCHOBaHuu
aHKEeTMPOBaHNSA)

Peaynbt
ar

[TpOeKT: YnydlleHune nekapcTtBeHHOro
obecneyeHns no OHJIC

aHkeTMpoBaHue naumeHToB (Bcero 200 obpalleHunin)
* BO BpeMd JiedeHnd B LeHTpax MyKoBUCLNOO3a

Nncbmo
TenbHOBOWM O
BCTpe4e ang

NPUHATUSA
COBMECTHOIO
peleHuns

Poc3gpaBHag3op

CospgaHa
rpynna B cea.
poc3gpas
Hag3ope

on-line aHkeTupoBaHue (caiT)

TepputopumarnbHble
PocsapaBHaasop

nucbMa-
3anpocbl

'y6epHaTopbl

yaosnetBopeHne 80% obpalieHnn !!!




MB - peakoe 3aboneBaHune?

... Iloka 6 HaWel cmpane Hem 0axce

NOHAMUA «PEeOKUe 00e3HU). ..
Mbt pabomaem 6 s3mom nHanpaeieHuu u K
KOHUY 200a 0XHCUOaem U3MeHeHUll 6

Poccuiickom 3axkonooamenvcmee.




Bcepoccumnckmnm coros naumeHToB

1 O6pasoBaH B Hosibpe 2009 NTOOA

1 Llenb - 3awmTa 1 peanusauns npas
NaUNEeHTOB Ha NONy4YeHne UMmu
BCECTOPOHHEN MeANOMOLLN

1 MOO - coyypeautenb Cotosa
www.rare-diseases.ru

MockBa 28 maa 2010 roaa
Heknapauua o npaBax nauueHTOB
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B3anmopgencreue ¢ 3apyoeXHbIMMU

oOLecTBeHHbIMU opraHnM3aumnAamum

MOO aBnsieTca YnNneHOM
EBponenckoun accounauumn MB
c 2007 roga

MOO «[Momowb 60NbHLIM
ﬁ' MB»cTtana nonHbIM

Member of

EURORDIS
EURORDIS :.:E::gom roga )

Rare Diseases Europe




Buyepa Hawum demsm nomoyb 661510 HE8O3MOXKHO. ...

Ce200HSs docmuxkeHus mMeduyuHbl Mo2ym obecriedums UM
OOCMOUHY0 KU3Hb!

Hawu nayueHmsi ¢ MB CMO2ym 8bIKUMb, mosibKO ecriu
obwecmeo nepecmaHem b6bimb PpasHOOYWHbIM K UX
bosnu, a 2ocydapcmeo opa2aHu3yem 071 HUX afeKkeamHyio
U C80E8PEMEHHYIO MOMOUWb




J  MNMNAHUPYEM

1 I'pooornxeHne MOHUTOPUHra
1 AHKeTUpoBaHMe bonbHbIX MB
1 Kpyrnble cTonbl B permoHax

1 CoTpyaHUYECTBO C TeppuTopmarnbHbIMU
opraHamu Poc3gpaBHagsopa

1 TpeHuHrn ans npeacrtasutenen MOO

\



Anpec nHtepHet- canta MOO «[llomoub 6onbHbIM MB»:

[Mpencenatens MNpaeneHna MOO «llomoub 6o5bHbIM MB» -
MscHukoBa VpuHa BnagumupoBHa

e-mail: miv20@mail.ru




