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[naBHasa > B LUBenuapnn 3anHTepecoBasncb pegkmmu 6onesHamm

B LLIBenuapumn 3aMHTEepeCcoBaJIuCb peAKUMMU
bonesnamu|Les maladies rares ne sont pas si
rares en Suisse

AsTop: Hapexpaa Cnkopckas, bepH, 17. 02. 2011.

"Penkne 6one3HM KacatoTcs Bcex" - AeBU3 LWBENLAPCKOro AnbsiHca peakux bonesHen

B cyb6oTy 19 theBpans KoHtenepauns Bnepsblie NPUMET y4yacTne B MexxayHapoOaHOM AHE peaKux
6onesHen, NPOBOAUMOM YyXXe B HETBEPTbIN 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.
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Mo coobuieHmnto LLBenuapckoro TenerpaHoOro areHTCTBa, 0KOJI0 NOJYMUIISINOHA XUTENEN
KoHhenepaumnm cTpafaeT Tak Ha3biBaeMbiMU peaKkuMmn 3aboneBaHMAaAMU, KOTOPbIX HACHUTbIBAETCA A0
7 Toica4! In§a cTpaHbl C HAaceneHneMm, He 4OTArMBaOLWMM 40 BOCbMU MUIIMOHOB, LiMd)pa 04eHb
3HaYMTeNbHas, a YK pa3Hoobpa3sme cambix bonesHen Boobuie 3aCcTaBASET N3YMEHHO NOOHATb
6posu.

Y710 XXe 370 3a BonesHu, npusnekaoLLme B nocaefHne rogsl Bce 6osbllee BHUMaHNe MAPOBOro
MeaMuMHCKOro coobuectBa? K 4yncny pefkux OTHOCAT BPOXKAEHHbIE (HaCneACTBEHHbIE) UK
npnobpeTeHHble 3abosieBaHNS, HacTOTa KOTOPbIX HE NPeBbILIAeT onpefeneHHoON Ludpsbl,
yCTaHOBJIEHHOWN 3aKoHoAaTeNbHO. Hanpumep, B cTpaHax EBpoONenckoro cot3a oHa CoCTaBNseT He
bonee 5 cnyyaes 3abonesaHnin Ha 10 000 naumneHTOB. Tak, B EBpone 4ncno 60/bHbIX BPOXKAEHHON
rmnepaMMoHuemMnen (HapyweHme metabosmaMa MOYEBUHbI) COCTaBAET 46 YesioBeK, a TAXeson
thopmon geTckon anunencumn (CMHAPoOM JleHHokca) - 65 000 4yenosek.

K TakuM 3ab0neBaHMAM, Ha3BaHHbIM "6oNe3HAMU-CMpOTaMmn", NMPUBIEYEHO BHUMAHNE MEANKOB
pa3JInyHbIX CneumanbHOCTEN B CBA3M C TEHAEHLUMEN K YBEJIMYEHUIO UX YUCA, OTCYTCTBUEM
CBOEBPEMEHHbIX METOL0B ANArHOCTUKN N NeYeHNs 1, YTO camMoe r1aBHOe, X HEM3IeYUMOCTbHO. Mpn
3TOM OLLYTUMO HeXXeflaHne MHHOBALMOHHbLIX (hapMKOMMNaHW BKAaAbiBaTb PMHAHCOBLIE PeCypChbl B
pa3paboTKy NeKapcTB, HE UMEIOLLMX B MEPCNEeKTUBE KOMMEPYECKOro ycrnexa.

Bnepsble TepMUH «opaHHbIe» (CUPOTCKUE) NPUMEHNTENBHO K BoNe3HAM 1 nekapcTeam bbin
ynotpebnen B CLUA B 1983 roay, koraa 6bi1 NpUHAT 3akoHog4aTeNbHbIN akT "Orphan Drug Act”,
onpefenuswnii 0kono 1600 nssecTHbIX 3abonesaHun n cnHapomos 1 300 eKapcTB, OTHECEHHbIX K
aTon KaTeropuun. B AnoHmm B 1993 roay 6onee 170 naTon0rnyeckmnx CoCToAHUN Bblnn onpeneneHs
Kak optaHHble 3aboneBaHmns n npumepHo 100 - Kak BO3MOXHbIe. EBponencknm napaaMeHToM
BBeAeHa B aencrame anpektmea Ne141/2000, gaBwas onpeaeneHune 6onesHsM-cMpoTam u
CMPOTCKMM NleKapCTBaM U HaMeTUBLUASA NepCrneKTMBbI UX N3YYEeHUS U JIeYeHNUs.

LLiBenuapusa B LaHHOM CJly4ae 3HAYMTENIbHO OTCTAaeT OT CBOMX 3a0KEAHCKMNX U €BPOMENCKNX
napTHEepPOB, XOTA 3Ta NpobseMa KacaeTcs ee He MeHblUe OCTasibHbIX. [eACTBUTENbHO, NYCTb KaXkaas
N3 CEMU ThICAY 3aPEerncTPMPOBaHHbIX 3aeCh Bone3Hen n ABNAETCA PeaKon, BMECTE B3ATble OHY
nNpeacTaBAsfioT co60M 04EHb 3HAYUTENbHBIN NOKa3aTenb. [10 WBenuapcknm HopMam, 6onesHb
CYMTaeTCa pefKoW, ecsin 3aTparmBaeT MeHee of4HOro Yyenoseka Ha 2000 xutenen B rog. A B
HEKOTOPbIX CNyYasix KOHKpPeTHoe 3abosieBaHne MOXKeT Nopa3nTb M 04HOro 13 100 ThiCAY rpakaaH.
OnpaBAabiBaeT M OTHOCUTESIbHAS MANOYNCSIEHHOCTb BONIbHBLIX OTCYTCTBME Ka4eCTBEHHOM
ANArHOCTUKN N nevyeHns?

EcTecTBeHHO, HeT, ybexaeHa BuLe-npe3naeHT ProRaris, AnbsiHca pefikux 6onesHel B
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LLsenuapun, AHHa-®paHcyasa ObepcoH,
HaMoMMHaloLLas, HarNnpuMep, YTO Pak y AeTen CYUTAeTCs MMEHHO peakon 6onesHbio. Mpw 3ToM,
cornacHo bpolltope Ha 3Ty TeMy, U34aHHOWN FPyMNMnon LWBeNLapCcKnx dapMaLeBTUYeCcKnxX
NpeanpuATUR, 3aHMMAIOLWNXCA UCCNe0BaHMAMN B 3TON obnacTu, «peakne 6onesHn aBnaTcs
NPVYUHON NPUBAN3NTENbHO NOMOBUHBI FOCUTaNN3aLNA».

YeTblpe 13 NATW peakux 6onesHei - HACNeACTBEHHbIE, UM FEHETUYECKNE, HO eCTb CPeaN HUX U1
3apasHble, 1 HeBpoJslornyeckne, u peakue opmbl paka. CKonbko 6one3HeNn, CTONbKO 1 CUMMTOMOB -
OT NOYTN HE3aMETHbIX 0 OYEHb OCJIOXKHSIOLLMX XU3Hb 60/bHOTO 1 BOOBLLE CMepTesbHbIX. B
Ka4yecTBe APKOro NpuMepa B yroMsHyTO Bbillie BpoLutope NPUBOAMTCS UCTOPUS MOXKMUIION
XKUTENbHULBI KAHTOHa Aapay, KOTOPOI B Te4eHUe 16 NeT He MOr/in MOCTaBUTb NPaBUSIbHBbII
AvarHo3! Bce 3T rofbl ObiBLIAS NpoAaBLLMLA Nonarana, ¢ Cornacus Bpadven, YyTo ctpagaeT
NOJSIMApPTPUTOM - 10 TOr0O MOMEHTA, MOKa el He 06bABUAIKN, YTO Ha CaMoM [fiese ee 3aboneBaHne
Ha3bIBAeTCS CKIepoLepMus, Bellb pefkas, Tpebylowas KpaiHe CNoXHOro feveHns. «C ofHOM
CTOPOHbI, 5 pafia y3HaTb, HAKOHEL,, CBOKO NCTUHHYIO 60/1€3Hb, - AEANTCS NoXUNIas NnauneHTKa. - Ho ¢
APYroW, TONKY MHE OT 3TOro Maso, BCE PAaBHO CK/IePOAEPMUS HE IEYNTCS, MOXKHO pa3Be YTo
CUMNTOMbI 06/1€rYNTh>.

OgnHako MaTTmac baymrapTHep, cneunannct no peakmm 6onesHsm B [leTckom rocnutane Liopuxa,
ybexxaeH, 4TO TONK OT MPaBUbHO NOCTABAEHHOIO AMarHo3a o4eHb 60nbLION, a Bpain AOKHbI
6osblle 0OBEPATb UHTYMLMM M OLWYLLEHNAM NaLMEHTOB U UX BAN3KUX. «F y)Ke HECKONbKO pa3
CTaNKMBaJICA B CBOEN NPaKTUKE CO ClyvasiMu, KOraa UHTyunuus pogutenen 6onbHoro pebeHka
OKa3blBaJlaCb BepHee Hay4YHOro MHEeHUS CreumanncToB», - yTBEePXXAaeT OH.

Mpobnema 3ak04aeTCcsa eLle 1 B TOM, YTO JNLb Masas A0S FreHEeTUYECKUX TECTOB MOKPbLIBAETCS
6a30B0I MEANLNHCKOW CTPAX0BKOWA. «A ecnv TeCTbl NPOBOAATCS 3@ FpaHuLEN, UK Noao3peBaeMas
6one3Hb He NoAJAETCS JIEYEHMIO, TO LIBENLLAPCKME CTPAXOBbIe KOMMaHMK BoobLie ¢ 60/1bLIOoA
HEeoXoToW 006CYXXAA0T CUTYaLNto», - BO3MYyLLaeTcst AHHa-PpaHcyasa 06epcoH.



MonobHble 3a8BNEHNA YANBUAN CIMKEPa acCoUMaLMM LBENLLAPCKUX MeOULIMHCKNX CTPAXOBbIX
KOMMNaHui santésuisse ®paHcyasy LLaHu, KoTopas, 0TBeYas Ha BOMPOC XypHanucTa LUBeuapckoro
TenerpaHoOro areHTCTBa, BO3pas3nna, 4To 6a3oBas CTpaxoBKa MOKPbIBAET pacxolbl Ha
KOHCY/IbTaLWW 1 NIe4eHne faxe B OTCYTCTBME AnarHosa. OHa npu3Hana, 04HaKo, YTO CMINCOK YCAyr,
CBSAI3@HHbIX C FEHETUYECKUMY TECTaMW W NOKPbIBAEMbIX CTPAXOBKOW, «04E€Hb HEMOJIOH». Kpome Toro,
JO/MKEeH cobnoaaThCa LEeNbId pag yCN0BUIA - Hanpumep, CyLLeCcTBOBaThb peasibHas ONacHOCTb
nepenayun cepbesHon 6onesHmn pebeHky.

WHbIMK cnoBamu, LLBeLapyy MHOMO NPeacToOUT caenaTb, YTobbl 4OTAHYTLCSA 10 CBOMX cocenen: «Bo
®paHLMK y>Xe NPUHUMAOT BTOPOM HaunoHanbHbIA NiaH no peakum 6onesHsm, a bepH elle gaxe He
NpU3HaN opuLmnanbHo 3Ty NPobAEMATUKY», - KOMMEHTUPYET rocnoxXa Ob6epcoH. - «KoHeYHo,
CyLLIeCTBYET 3aKOHOAATENbCTBO, Kacalolleecs IeKapCTB OT «CUPOTCKUX 6osie3Hel», HO OHO KpalHe
penKo npuMeHsieTcs». Tak YTO C/I0BO 3@ NPaBUTEIbCTBOM.

NHTepecHo, 4To 1 B Poccuum 3Ta TemMa BCTasla HejaBHO Ha NOBECTKY AHA. MNpoLwnon oCeHbo Ha canTe
MWHUCTEPCTBA 34PaBOOXPAHEHNS N COLMANLHOIO pa3BuTMA PO Obin BbiBELLEH 3aKOHOMPOEKT,
KOTOpbI Ha3biBaeTCca "O6 oCHOBax OXpaHbl 340P0BbS rpaxdaH B PO". B 3TOT TEKCT, B HaCTHOCTH,
BMepBble BBEAEHO MOHATME peakunx 3aboniesaHui.

bonee noapobHyto nHpopMaumio o nposeaeHnn Hs peakux 6onesHen B LLBenuapum Bl Hangete
30eCh.
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MoXxanyncra, BOAOUTE WKW 3apPernucTpupymnTecs , 4Tobbl OTNPaBUTbL KOMMEHTaPUN



http://www.proraris.ch/177/19-fevrier-2011-journee-nationale-maladies-rares-suisse
https://nashagazeta.ch/printpdf/11323
https://nashagazeta.ch/user/login
https://nashagazeta.ch/user/register

