=]
OnybnmkoBaHo Ha LLBenuapunsa: HOBOCTUN Ha pycckom fA3blike (https://nashagazeta.ch)

B LLiIBenuapum 3aMHTEepecoBaJIuCb
penkuMmu bonesHamum | Les maladies
rares ne sont pas si rares en Suisse

Auteur: Hapexpaa Cunkopckas, bepH , 17.02.2011.

"Pegokune 6one3Hn KacarTcs Bcex" - AeBM3 WBENLapCckoro AnbsHca peaknx 6onesHen
B cy660Ty 19 heBpana KoHdenepaumnsa snepsbie NpMMeT y4acTue B MexxayHapoaHoM gHe
penkux 6onesHen, NPOBOAMMOM Y)Xe 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.

Les maladies rares ne sont pas si rares en Suisse

Mo coobuweHuto LLiBenuapckoro TenerpadHoOro areHTCTBa, OKOJ10 NONYMUIIIMOHA XUTeNen
KoHthenepaunm cTpajaeT Tak Ha3blBaeMbiMU peaknuMu 3aboneBaHUsAMM, KOTOPbIX
Hac4YuTbiBaeTCcsa A0 7 TbicA4d! [Ns CTpaHbl C HacesneHneM, He A0TArMBatoLWMM 40 BOCbMU
MWJIJIMOHOB, LM pa 04eHb 3HaYNTENbHAY, a YK pa3Hoobpa3ne cambix 6onesHen soobLue
3acTaBAseT N3yMJIeHHO NMOAHATbL 6poBu.

Y710 e 370 3a 6one3Hun, Nnpmeiekatowme B nocnegHne rogbl Bce 6onbliee BHUMaHue
MNPOBOIr0 MeANLMHCKOro coobuwectBa? K 4ynucny pegknx OTHOCAT BPOXKOEHHbIE
(HacnencTBeHHbIE) nnn NnpuobpeTeHHble 3abosieBaHNS, YHaCTOTa KOTOPbIX He MpeBbILLaeT
onpenesieHHoOM Lndpbl, yCTAaHOBJIEHHON 3aKoHoAaTeNbHO. Hanpumep, B CTpaHax
EBponenckoro coto3a OHa cocTaBnseT He 6onee 5 cnyyaes 3aboneBaHumin Ha 10 000
nauneHToB. Tak, B EBpone 4ncno 60/bHbIX BPOXXAEHHON rMnepaMMOHMeMmnen (HapyLweHme
MeTabonnM3Ma MOYEBUHBI) COCTaBNseT 46 4enoBek, a TSXKesnon opMon AeTCKOon
anunencun (cuHgpom JleHHokca) - 65 000 Yyenosek.

K Taknm 3aboneBaHnsM, Ha3BaHHbIM "6oNe3HAMU-CUPOTaMN", NPUBJIEYEHO BHUMAHME
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MeOWKOB pa3/iInyHbIX CNeLnasbHOCTEN B CBSA3N C TEHAEHLUNEN K YBEIMYEHUIO UX YMCAa,
OTCYTCTBMEM CBOEBPEMEHHbIX METOAOB ANArHOCTUKMN N JIEYEHUS U, 4HTO CaMoe rlaBHoe, NX
HEeN31e4MMOoCTbio. 1PN 3TOM OLYTUMO HEXXENTaHNE MHHOBALMOHHBIX (hapMKOMMNaHW
BKJ1aAblBaTb (DMHAHCOBbIE pecypcChbl B pa3paboTKy NeKapCTB, HE MMELLNX B NEPCNEKTUBE
KOMMepYeCcKoro ycnexa.

BnepBble TepMUH «opdaHHbIe» (CMPOTCKME) NPUMEHNTESIbHO K B0Ne3HAM 1 fleKkapCcTBam
6611 ynotpebner B CLLUA B 1983 roay, korga 6bia1 NpUHAT 3aKoHoA4aTeNbHbIM akT "Orphan
Drug Act", onpegenueLuni okosio 1600 n3secTHbix 3abonesaHuin n cuHapomos n 300
NleKapCTB, OTHECEHHbLIX K 3TON KaTeropuun. B dnoHun B 1993 roay 6onee 170
NaTo/IOrN4eCcKNX COCTOAHUI Bblnn onpenesieHbl Kak opdaHHblie 3aboneBaHUs U NPUMEPHO
100 - Kkak BO3MOXXHble. EBponenckum napsiamMeHTOM BBe[eHa B AeNCTBUE ANPEKTMBA
N.141/2000, paBLiasa onpepneneHune 6one3HAM-cMpoTaM U CUPOTCKUM NleKapCcTBaM 1
HamMeTMBLUaA NepCcrneKkTUBbl UX U3YYEHUS U NNeHeHNs.

LLiBenuapusa B 4aHHOM c/ly4ae 3Ha4YnTesIbHO OTCTaeT OT CBOMX 3a0KEaHCKUX 1
€BPONEeNCKNX NapTHEPOB, XOTA 3Ta npobsieMa KacaeTCs ee He MeHbLUEe OCTasbHbIX.
OencTBnTenbLHO, NYCTb KaXaasa N3 CEMU TbICAY 3aperncTpupoBaHHbIX 34ecb bonesHen un
ABNSAETCHA peaKon, BMecTe B3Tble OHUM NMpencTaBnsAioT cobon o4eHb 3HAYNTESNbHbIN
nokasaTesib. [10 WBeNUapCkum HopMaM, 6oNesHb CYMTaeTCa peaKon, ecan 3aTparmeaeT
MeHee ogHoro Yyesioeeka Ha 2000 xutenen B rof. A B HEKOTOPbIX C/IyHassX KOHKpeTHoe
3aboneBaHue MOXeT Nopa3nTb N oagHoro n3 100 TeicaY rpa>kgaH. OnpaBabiBaeT fn
OTHOCUTENbHAsA MaIOYNCNEHHOCTb BOIbHbLIX OTCYTCTBME Ka4eCTBEHHOW ANArHOCTUKN N
neyeHnna?

EcTecTBeHHO, HET, ybexxaeHa BuLe-npe3naeHT ProRaris, AnbaHca peakux bonesHen B
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LLsenuapun, AHHa-®PpaHcyasa ObepcoH,
HanoMMHalLLasa, HanpuMep, Y4To pak y AeTen cHMTaeTCa UMeHHOo peakon 6onesHbio. Mpu
3TOM, COrniacHo bpolltope Ha 3Ty TEMY, U3AAHHOWN FPYMNMNOWN LWBENLapPCKNX



hapMaueBTUYECKUX NPeanpuaTnin, 3aHMMatOWNXCSa nccnenoBaHUaMm B aTom obnacruy,
«penkune bonesHn ABNATCA NPUYNHON NPUBAN3UTENBHO NOJIOBUHLI FOCUTaNN3aLNN>».

YeTbipe 13 NaTu peakux 6onesHen - HacneacTBeHHbIE, NN FeHeTUYeCcKne, Ho eCcTb cpeaun
HUX 1N 3apa3Hble, N HEBPOJIOrUYeckne, n pegkune popmsl paka. Ckonbko 6osesHen, CTONbKO
N CUMMTOMOB - OT MOYTU HE3AMETHbIX [0 04E€Hb OCJIOXKHSAOLWNX XN3Hb 60N1bHOrO U BoobLLE
cMepTesNbHbIX. B Ka4yecTBe ApKOro npumepa B ynoMsHyTOM Bbille OGpolutope NpMBOAUTCSA
NCTOPUS MOXKUJION XUTEJIbHULbI KaHTOHa Aapay, KOTOPOW B Te4eHne 16 neT He Morn
MOCTaBUTb NPaBUJIbHbIN AnarHos! Bce 3Tu roabl 6biBLIAs NpoAaBLmMLLa nosiarana, c
cornacmsa Bpayen, 4To CcTpadaeT NosiMapTPUTOM - 0 TOr0 MOMEHTA, NMoKa el He 0b6bsaBuIN,
4YTO Ha caMoM fene ee 3aboneBaHMe Ha3biBaeTCA CKIepoaepMus, Belllb peakas,
Tpebyiollas KpaHe CJI0OXKHOro sievyeHuns. «C ofHOM CTOPOHbI, S pada y3HaTb, HAKOHEL,
CBOIO UCTUHHYIO 6051e3Hb, - LENNTCSH NOoXKAas NaymeHTKa. - Ho ¢ apyrom, ToNKy MHe OT
3TOro MaJio, BCE PaBHO CKJIEPOAEPMUSA HE NEYUTCSH, MOXKHO pa3Be YTO CMMMNTOMbI
obnerynTb».

OpgHako MaTTuac baymrapTHep, cneumanucTt no pegknum 6onesHam B 1eTCKOM rocnutane
Litopuxa, ybexxaeH, 4To TOJIK OT NpaBWU/IbHO NMOCTaBJIEHHOI0 AMarHo3a o4eHb 6onbLoNn, a
Bpayun O0JKHbI 6onblue foBEPATb UHTYULUU U OLLYLLLIEHNAM NaLNEHTOB N NX 6n3kunx. «4
y>XXe HeCKOJIbKO pa3 CTaJIKMBaJICA B CBOEN NPaKTUKe CO CJyHasMn, KOraa MHTYnums
poaountenen 6onbHoro pebeHka okasbiBaslaCb BEpHEE HAYYHOr0 MHEHUSA CreunanncToB», -
yTBEPXKAAET OH.

NMpobnemMa 3aKkaO4aeTCs eLle U B TOM, Y4TO JINb Maslasg 4018 reHeTU4YeCKuX TecToB
nokpbiBaeTcs 6a30B0M MeANLMHCKOM CTPAXOBKOW. «A eCsin TeCTbl NPOBOAATCA 3a
rpaHuuen, nam nogospesaemas 6osne3Hb He NogaaeTCcs NeYeHnto, TO WBenLapckme
CTpaxoBble KOMNaHun Boobulie ¢ 6obLWON HEOXOTON 0B6CYKAAT CUTYaLNto», -
Bo3MyLlaeTca AHHa-®paHcya3a O6epcoH.

MopobHble 3aABEHNA YONBUAN CNIMKEPaA aCcCoUMaLnm LWBENLAPCKUX MeOULMHCKNX
CTPaxoBblX KOMMNaHWUI santésuisse ®paHcyasy LllaHu, KoTopas, oTBe4as Ha BOMPOC
XXypHanucTa LLBenuapckoro TenerpadHoro areHTCTBa, Bo3pasunia, 4To 6a3oBas
CTpaxoBKa MOKPbIBAET pacxobl Ha KOHCY/IbTauMN N Ie4eHNe fa)Ke B OTCYTCTBME
AnarHo3a. OHa npu3Haia, 04HaKOo, YTO CMUCOK YCJyr, CBA3aHHbIX C FeHETUYECKNMN
TeCTaMMn U MOKPbIBaeMbIX CTPAXOBKOW, «04EeHb HEMOJIOH». Kpome Toro, AoJI>KeH
cobnoaaThCa Lenbii pag yCoBMN - Hanpumep, CyLeCcTBOBaTb peasibHasA 0NnaCcHOCTb
nepenayn cepbesHon 6onesHn peberHky.

NHbIMN cnoBamu, LLBenuapun MHOro npencTonT caenaTh, 4ToObl AOTAHYTHCSA A0 CBOUX
cocenen: «Bo ®paHuMK yKe NpUHUMAOT BTOPON HaumoHanbHbIN NaH No peakum
6onesHsamM, a bepH elle gaxke He Npu3Han opuLmManbHO 3Ty NpobaeMaTuky», -
KOMMeHTupyeT rocnoxa ObepcoH. - «KoHe4YHo, CyLlecTByeT 3aKOHO4aTeIbCTBO,
Kacatouieecs f1eKapCcTB OT «CUPOTCKUX BonesHen», HoO OHO KpalHe peaKo NpUMeHsaeTCa».
Tak 4TO C/I0BO 3a NPaBUTENIbLCTBOM.

NHTepecHo, 4TO 1 B Poccun 3Ta TeMa BCTaJla HeaBHO Ha MoBeCcTKY AHSA. [poLsion 0CeHblo
Ha canTe MnMHUCTepCTBa 34paBOOXPaHEHNS U COLMANBHOIO pa3BnTusa PO Obin BbiBELLEH
3aKOHOMPOEKT, KOTOpbIA Ha3biBaeTcs "O6 oCHOBax OxpaHbl 340pOBbSA rpa>kaaH B PO". B
3TOT TEKCT, B YaCTHOCTW, BMepBble BBEAEHO NOHATUE pefkunx 3abonesaHui.

Bonee noapobHyo nHpopmauuno o nposegeHnn OHA penkux 6onesHen B LLisenyapun Bbl



HanpeTe 30€ecChb.
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