Pepnepauunsa naumMeHToOB C peaKMMun 3aboneBaHNAMM
n3 LleHtpanbsHoun n BocTtoyHou EBponbl
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MPS VI Benapycb

MPS Il NMonblwa

Tpareauen nrogen ¢ KpamHe peakumm 3aboneBaHUAMM ABNAETCA Aerpagauuns - Kak pmsanyeckas, Tak 1 yMCTBEHHas. ATU NOOUN POXAAKOTCS
KaK HOpMarsibHble 300pPOBble AeTU, TONIbKO CNyCTS onpeaerieHHoe BpemMsa 00rie3Hb Ha4YUMHaeT NPosAIBNATLCSA BCce Oornee ABCTBEHHO, YTOObI
ABUTHLCA NPUYNHON OYEHb CePbEe3HbIX U3BMEHEHUN, KOTOpPble BeAYT K TOMY, YTO AETHU, TaK JIlobumsbie, Oyayym maneHbKMMU, nosagHee
CTaHOBATCA TPYAHbLIMU ANA BOCNPUATUA OKPYXKaKLWMMN, U B OONbLUNHCTBE CrlyYaeB, K COXaneHUKo, He AOXUBYT AaXe A0 COBepLIeHHONeTus

ToNbKO BMeCTe Mbl MOXXEM CNacTu UX Xn3Hu! A tem 60.l1beIM, nevyeHme KOTopbiX HEBO3MOXHO,

Mbl CMOXeM obecnevynTb HOPManbHYIO XU3Hb 6e3 6onun n ctpagaHuun!

Lilenn ®epepauun naumeHTOB C peAKMMU 3aboneBaHnaAMU LileHTpanbHOU n BoctouyHon EBponbi

aencTteusa B obnactu cotpygHmyecTtsa cemen ¢ MPS u kpaiiHe peakmmum 3aboneBaHusamu B LieHTpanbHom n BoctouHon Espone,
obpaTtnTb BHUMaHME 0BLECTBEHHOCTU HA Npobnembl NnauneHToB ¢ agnarHo3om MPS u kpanHe peakumn 3aboneBaHuUs MU,
cosgaHme oHAO0B NOMOLLM ASst BCEX, KOO KOCHYIUCL KpanHe peakme 3aboneBaHus.

KAK?

C NOMOLLIbIO Pa3BUTUSA B3aUMHbIX KOHTAKTOB MEXay CEMbSIMU, KOTOPblE BOCANTLIBAKOT AeTen ¢ anarHo3om MPS n kpaiHe pegkumum 3aboneBaHnsamMu,

C NMOMOLLIbIO EXXEr0AHbIX KOHGIEPEHLMI, BO BPEMSA KOTOPLIX POAUTENN U Bpayu-CleumManucTbl MOryT BCTPETUTBECA U OOMEHSATBCA HEOBX0AMMON NHGYOPMaLIMEN,

C NOMOLLbIO NyBnukauun, a Takke paguo, TenesmaeHus n VIHTepHeT, rge nHopmaumsa agpecoBaHa BCEM TEM, KOro KOCHYNUCb npobnembl 6onbHLIX MPS 1 kpaiHe peakmnx 3abonesaHni,

C NMOMOLLIbIO pacnpoCcTpaHeHNs MeOULIMHCKNX 3HAHUKW 13 0bnacTu KpanHe peaknx 3abonesaHnn n MPS co Bcero mupa,

C NMOMOLLIbIO NOMCKa CNOHCOPOB 1 BnaroTBOpUTENbHbBIX OpraHn3aunn, gotauum KOTOpbIX MOryT NOCNOCOBCTBOBATbL OKazaHUo NnoMoLm aetsam ¢ MPS v kpanHe peaknmm 3aboneBaHuUsiMK, a Takke
NX poanTensm,

C MOMOLLIbIO YNyYLLEHNSA Ka4eCcTBa XU3HM B6OSbHbIX MyKOnonucaxapnaosom 1 pegkummn 3abonesaHnamm Bo Beex rocyaapcreax LleHTpanbHon n BoctouHon EBponbl,

C NMOMOLLIbIO COBMECTHOM OpraHM3auum BCTPeY U TeMaTUYEeCKNX MEPOMNPUATUI, LeSlb KOTOPbIX CO34aHME U pacnpoCTpaHEHUE NHOopMaLMN O HOBbIX METOAAX JIeYeHUs1 peakux 3abonesaHun,
C NOMOLLIbIO OKa3aHWs AaBneHusi Ha rocygapCcTBeHHbIE BNacTh € LUenbio obecrneyeHns 6orbHbIX ¢ peakummn 3aboneBaHnamMm ocobbiM MEAULIMHCKAM YXOLAOM,

C MOMOLLIbIO CTUMYITMPOBaHUS Pa3BUTUS HAYYHbIX UCCeA40BaHUM N B3aUMHOIO COTPYAHNYECTBA CneunanmctoB 13 obnactu KpanHe peaknx 3aboneBaHumn B CTpaHe 1 3a pybexom,

C NMOMOLLIbIO OpraHmM3aumm MexayHapoaHou CeTu CoTpyaHudecTBa pegepauuni, saHmmatowmxea MPS, Bo Bcem mupe.

OpraHusaumsi naunMEHTOB C peakMmMmn 3aboneBaHusammn LleHTpansHon n BoctovHon EBponbl Obina co3gaHa 25 uwonga 2010 roga B lNonbLue.

He Tepsiute BpemeHu - n Bbl MoXeTe Ham noMmoub! — lNogaepxunTe Tex, KOMy HyXHa Bawa nomouub!

depepaunm BKrovaeT B cebsa yxoa 3a O0sibHbIMU C pedkumu 3aboneBaHNAMIU, TaKUMU Kak:

Mucopolysaccharidosis: MPS type |, Hurler’s syndrome; MPS type Il mucopolysaccharidosis, Hunter’s syndrome, MPS type IIl — Sanfilippo syndrome, MPS type IV — Morquio syndrome,
MPS type VI - Maroteaux Lamy syndrome, MPS type VII — Sly;, Mannosidosis, Mucolipidosis, Sialidosi, Fucosidosis, Pompe disease, Niemann-Pick disease, type B and C, Gaucher disease,
Fabry disease, Epidermolysis bullosa (EB), Aspartyloglucosoaminuria, Ceroidolipofuscynosis, Krabbe Disease, Jadassohn syndrome, Metachromatic leukodystrophy G-34, GM 1-Gangliosidosis,
GM 2-Gangliosidosis, Hallervorden — Spatz Disease (HSD), HSS Syndrome, NBIA; Pallister - Killian syndrome, Homocystinuria, Hiperammonaemia type Il, PNH - paroxysmal nocturnal
hemoglobinuria, LEMS - Lambert Eaton Myasthenic Syndrome, u gpyrue ynerpa-peakmx 3abonesaHui.

CBsxxutecb ¢ HamMmun — bonbHbIM geTaAM HyXXHa Bawa nomouyb!

'Ae MOXXHO MPOKOHCYNLTUPOBATLCS MO BONMPOCY MyKononucaxapuaosa u peakmx 3adboneBaHMn?

l/Ichopmau,mo no noeoay AMarHoCTukKun, JieHeHnd n MeanumnHCKOro yxoga MoXxXHo rnojiyy4nTb Yy YJ1IEHOB MpaBJieHnA OpFaHVI3aLI,I/II/I nauneHToB C peaKnmMm 3aboneBaHusMK LleHTpaﬂbHOVI n BocToyHom EBpOI'IbI.
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