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"Pegokune 6one3Hn KacarTcs Bcex" - AeBM3 WBENLapPCKoro AnbsaHca peaknx 6onesHen
B cy660Ty 19 heBpana KoHdenepaumnsa snepsbie NpMMeT y4acTue B MexxayHapoaHoM gHe
penkux 6onesHen, NPOBOAVMOM YXe B HeTBepThbln pas.

|

La journée d'informations organisée samedi le 19 février pour la premiere fois en Suisse
s'inscrit dans le cadre de la 4e Journée internationale des maladies rares.

Les maladies rares ne sont pas si rares en Suisse

Mo coobuieHunio LLBenuapckoro TenerpaHoOro areHTCTBa, 0KOJI0 MOJYMUIJIMOHA XUTeNen
KoHtenepaunmn cTpagaeT Tak Ha3biBae€MbIMU peaKuMu 3aboneBaHUSMU, KOTOPbIX
HacyMTbiBaeTCa A0 7 Tbicay! [na CTpaHbl C HACeNeHNeM, He A0TArMBaLWMM 00 BOCbMU
MWJIJIMOHOB, LN pa 04eHb 3HaYUTENbHAY, a Y>X pa3Hoobpa3ne cambix 6onesHen sBoobLue
3acTaBAseT N3yMJIeHHO NMoAHATbL 6poBu.

YTo XKe 370 3a 6bonesHun, npmeieKatoLlme B nocaeaHne roabl Bce bosbluee BHMMaHue
MWUPOBOIro MeanuUnHCKoro coobuwecTtBa? K 4yncny peakux OTHOCAT BPOXKOEHHbIE
(HacnencTBeHHble) nnu NpnobpeTeHHble 3aboneBaHNd, HaCcTOTa KOTOPbLIX HE NpeBbILIAeT
onpeneneHHon undpbl, yCTaHOBJIEHHON 3aKOHOA4ATe/IbHO. HanpuMmep, B CTpaHax
EBponenckoro cot3a OHa cocTaBaseT He 6onee 5 cnyyaes 3abonesaHuin Ha 10 000
nauneHToB. Tak, B EBpone 4ncno 60bHbIX BPOXKAEHHOW rmnepaMMoHneMmnen (HapyweHune
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MeTabosM3Ma MoYeBUHbI) cOCTaBNaeT 46 4YenoBekK, a TAXenon (OPMON LEeTCKON
anunnencun (cnHapom JlieHHokca) - 65 000 Yyenosek.

K Takum 3aboneBaHnsaM, Ha3BaHHbIM "GonesHAMU-CMpoTaMun", NpuUBAEYEHO BHUMaHME
MeOMKOB pa3/iInyHbIX CneunanbHOCTEN B CBA3N C TEHAEHLUMEN K YBEJINYEHUIO UX YNCAa,
OTCYTCTBMEM CBOEBPEMEHHbIX METOLOB ONAarHOCTUKM N NIeYeHNS 1, 4TO CaMoe rJ1aBHoe, NX
HEen3/1e4NMoCTbIO. [pn 3TOM OLLYTUMO HEXXeNaHNe MHHOBALMOHHbBIX (DapMKOMMNaHNIN
BKJlagblBaTb (PMHAHCOBLIE pecypcCbl B pa3paboTKy ieKapCTB, HE MMeELWNX B NepcrekTmnee
KOMMEpPYeCKoro ycrexa.

BnepBble TepMUH «OpdaHHbIe» (CUPOTCKME) NPUMEHNTESIbHO K B0Ne3HAM 1 flekapcTBam
6b1n1 ynoTpebnen B CLLUA B 1983 roay, korga 611 NpMHAT 3aKoHOoAaTeNbHbIA akT "Orphan
Drug Act", onpegenusLunin okosio 1600 n3secTHbIX 3aboneBaHuin n cuHapomos 1 300
JIeEKapCTB, OTHECEHHbIX K 3TON KaTeropuun. B dnoHun B 1993 roay 6onee 170
MaTo/IOrNYeCKNX COCTOAHUI Bblnn onpenesieHbl Kak opdaHHblie 3aboneBaHNs U NPUMEPHO
100 - Kak BO3MOXXHble. EBponencknm napsaMeHToOM BBeeHa B eNCTBUe ANPEeKTMBaA
Ne141/2000, naBwasn onpeaneneHme 601e3HAM-CMPOTaM N CUPOTCKUM SieKapCcTBaM n
HaMeTuBLUasa NepCreKTUBbl UX U3YHEHUS U JIeHeHUS.

LLIiBenuapusa B LaHHOM CJly4ae 3Ha4YUTesIbHO OTCTaeT OT CBOMX 3a0KEaHCKUX U
€BPOMencKMx NapTHEPOB, XOTHA 3Ta NpobnemMa KacaeTCsa ee He MeHbLUe OCTaJIbHbIX.
OencTBuTenbHO, NYCTbh KaXKgas U3 CeMU ThICAY 3aperncTpupoBaHHbIX 34eck 6onesHen n
ABNAETCHA PeAKOW, BMeCcTe B3ATble OHU NPeaAcTaBAAnT cobon 04eHb 3HAa4YUTESIbHbIN
rnokasaTesib. [0 WBenuapCcKUM HopMaM, Bone3Hb CHUTAETCA peaKown, ecnu 3aTparneaeTt
MeHee 0aHOoro 4yesnoseka Ha 2000 xutenen B rof. A B HEKOTOPbIX C/IyHassX KOHKpPeTHoe
3aboneBaHme MOXeT Nopa3nTb 1 ogHoro n3 100 TeicaY rpa>kgaH. OnpaBabiBaeT nn
OTHOCUTENIbHAsA MasIoYNCIEHHOCTb B0O/IbHbIX OTCYTCTBME KAaYeCTBEHHOW ANArHOCTUKUN U
nevyeHunaA?

EcTecTBeHHO, HeT, ybexxaeHa Buue-npe3ngeHT ProRaris, AnbsiHCa peakmnx 6onesHen B
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LWsenuapun, AHHa-®paHcyasa ObepcoH,
HanmoMMHaloLWas, HanpuMep, 4TO pak y AeTen CYMTaeTCa MMeHHOo peakon 6onesHbio. Mpu
3TOM, cornacHo bpolope Ha 3Ty TeMy, U3AAaHHOW FPYNMNon WBENLLAPCKNX
hapmaueBTNYECKMX MPEeSNPUATUN, 3aHNMAIOLLMXCA NCcaenoBaHnaMm B aTom obnactu,

«peankune B6onesHun aBnaTCA I'IpVI‘-II/IHOI7| an|6n|/|3|/|Teano MOJIOBMHbI FOCMNTANMN3aLUNN».

YeTbipe 13 NaTu peakux 6onesHen - HacnenCTBEHHbIE, NN FreHeTU4YeCKne, Ho eCTb cpeaun
HUX 1N 3apa3Hble, N HEBPOJIOrUYeckne, n pegkune opmol paka. Ckonbko 6osiesHen, CTONbKO
N CUMMTOMOB - OT MOYTU HE3AMETHbIX 0 O4YE€Hb OCJIOXKHSALWMNX XN3Hb 60NLHOro 1 BoobLLE
cMepTeNbHbIX. B KavyecTBe ApKOro npumepa B ynoMsaHyTONM Bbille Opolutope NpMBOAUTCS
NCTOPUS NMOXKUJION XUTESIbHULIbI KAHTOHa Aapay, KOTOPOW B Te4yeHne 16 neT He Moran
MOCTaBUTb NPaBUIbHbIN AnarHos! Bce 3Tu roabl 6biBLWIas NpoaaBLmMLa nosiarana, c
cornacmsa Bpayemn, 4To CTpadaeT NMoJiMapTPUTOM - 40 TOr0O MOMEHTa, NMokKa en He 06bsaBuIN,
4YTO Ha caMoM fene ee 3aboneBaHMe Ha3biBaeTCA CKAepoaepMus, Bellb peakas,
Tpebylowan KpanHe CNOXKHOIro nedveHuns. «C ogHOW CTOPOHbI, 51 pada y3HaTb, HAaKOHeL,
CBOI UCTUHHYIO 60N1e3Hb, - AENNTCS NoXKAas NayneHTka. - Ho ¢ Apyrom, ToaKy MHe OT
3TOro MaJjlo, BCe PaBHO CKJIEpPOAEPMUSA HE NEYNTCS, MOXKHO pa3Be YTO CMMMTOMbI
obnerynTb».

OanHako MaTTmac baymrapTHep, cneymannucT no peakmm 6onesHsam B [leTCKOM rocnmTane
Lilopnxa, ybexxaeH, 4To TONK OT MpaBuJiIbHO NOCTAaB/IEHHOrO AMarHo3a o4eHb 6onbLwon, a
Bpa4n OOJKHbI O0/blUe A0BEPATb MHTYULMN N OWYLLLEHUSAM NALNEHTOB N UX BAN3KKX. «4
y>XXe HECKOJIbKO pa3 CTaJIKMBaJICA B CBOEN NPaKTUKeE CO C/yHasMn, KOraa MHTynums
poaounTenen 6onbHoro pebeHka oka3biBaslaCb BEPHEE HAYYHOr0 MHEHUSA CMeunaancToB», -
yTBEep>XZ4aeT OH.

Mpobnema 3akn0Y4aeTCs elle U B TOM, 4TO NIMLb Maslaa 00N FreEHETUYECKUX TECTOB
nokKpbiBaeTcsA 6a30BON MEQULMNHCKON CTPAXOBKON. «A eCnn TeCTbl MPOBOASATCS 3a
rpaHuuen, nan nogospeBaemMas 6ose3Hb He NoOOaeTCS IeYEHNIO, TO WBENLapCcKme



CTpaxoBble KOMMNaHUM Boobule ¢ 6onbLION HEOXO0TON 06CYy>KAalT CUTYyaLnto», -
Bo3MyLlaeTca AHHa-®paHcya3a O6epcoH.

MopobHble 3aAB€HNA YONBUAM CNIMKEPaA acCoUMaLnm LBENLAPCKUX MEeOULMHCKNX
CTPaxoBbiX KOMMNaHWUI santésuisse ®paHcyasy LllaHu, KoTopas, oTBeYas Ha BOMpPoOC
XypHanucTa Lsenuapckoro TenerpadHoOro areHTcTea, Bo3pasuna, 4to 6asosas
CTpaxoBKa NOKPbIBAeT pacxodbl HA KOHCY/IbTaUUMN N NIe4eHne gake B OTCYTCTBUE
AnarHo3a. OHa npu3Hana, 04HaKO, YTO CMUCOK YCJYr, CBA3AHHbIX C FTeHEeTUYeCKMMH
TeCcTaMun 1 MOKPbIBaeMbIX CTPAXOBKOW, «04EeHb HEMOJIOH». Kpome Toro, AoJI>KeH
cobnofaThCa Lenbi psag yCnoBmMn - Hanpumep, CyLecTBOBaTb peasibHasA 0NacHOCTb
nepenayn cepbesHon 6onesHn pebeHky.

NHbIMK cnoBamu, LLiBenuapum MHOMO NpeacTouT caenaTb, 4Tobbl 4OTAHYTbLCA 4O CBOUX
cocenen: «<Bo ®paHumm y>xe NnpnHMMalOT BTOPON HaunoHaNbHbIN MAaH Mo pegkum
bonesHam, a bepH ewle ga)ke He Npu3sHaa oPULNaNbHO 3Ty NPobnemMaTumky», -
KOMMeHTupyeT rocnoxa O6epcoH. - «<KOHEeYHO, CyLecTBYeT 3aKOHO4aTeNbCTBO,
KacalLeecs NeKapcTB OT «CUPOTCKUX BonesHen», HO OHO KpaHe peaKo NPUMeHAeTCA».
Tak 4TO CNIOBO 3a NPaBUTEJSILCTBOM.

NHTepecHo, 4To n B Poccmm 3Ta TeMa BCTajla HeA4aBHO Ha NOBECTKY AHA. MNpoLIon 0CeHbIO
Ha canTte MuUHNCTepCcTBa 34PaBOOXPaHEHUSA U COLMANBHOIo pa3BuTusa PO 6bin BbiBELLEH
3aKOHOMPOEKT, KOTOPbIN Ha3biBaeTca "O6 ocHOBax OXpaHbl 340P0BbS rpakaaH B PO". B
3TOT TEKCT, B YaCTHOCTW, BMepBbIe BBEAEHO NOHATME penknx 3abonesaHui.

Bonee noapobHyto nHpopmauunto o nposegeHnn AHA peakux 6onesHen B LLisenuapun Bbl
HangeTe 34€ecCh.

Source URL: https://nashagazeta.ch/node/11323


http://www.proraris.ch/177/19-fevrier-2011-journee-nationale-maladies-rares-suisse

