HOdA0pb 2011 .

Konmonka pegmaxkTopa

YBaxaemble YNTaATENN,

EBpona, koTopas elie He onpaBuiacb OT nocneacTBui paspasmserocs B CLUA 2 roga
Ha3az GMHAHCOBOro KpM3nca, BHOBb BCTYNM/a B NOA0CY NoTpsiceHni. OyepesHON Kpu3snc
eBpo obycnosneH geduumtom brogxeta B cTpaHax EBpo3oHbl. Mog yrpo3y noctaBaeHo
byaylwee EBpocoto3a, No KpanHen Mepe, B KayecTBe MOAMTUYECKOrO MPOCTPAHCTBA AN
obecneyeHnss MWPHOrO COTPYAHMYECTBA, IKOHOMMWYECKOrO pPasBUTUA W MNOBbILLEHUS
KayecTBa XM3HU UX rpaxzaH. Bbixos TONbKO OAMH: yCcMAeHWe B3aMMOZEeNCTBUS
eBponenckmx cTpaH — EBponbl 40/1XHO 6bITb He MeHbLLe, a bonblue!

OcyuwectBneHne obuieeBponenckon NOAUTUKM HEBO3IMOXHO 63 YeTKOW M MpPO3pavyHOM
cTpaTternn, of06peHHON GONbLIMHCTBOM 3aMHTEPECOBAHHBLIX CTOPOH, U 3OPEKTUBHOMO
ynpaBsJ/ieHVs ee peasnn3aumen. DTOT NOAXOA Jier B OCHOBY MoMTUKK EBpocoto3a B Takmx
061acTsAX Kak 3HepreTMka u pasBuTMe obLiero pbiHKa, B kKoTopbix EC yaanock 4o6uTbcs
0cobeHHO 60/bWKX yCnexoB. DTOT Xe MOAXOJ /NeXUT B OCHOBE Halleh MOJUTUKM MO
OKa3aHuto NMOMOLLM NaLMeHTaM C peaKknMu 3aboseBaHUAMM.

Y Hac ecTb yeTkas cTpaTervs U SICHO CHOPMYNNPOBAHHbIE L&MW, KOTOpble Hall/u
OTpaXeHue B MNOAUTMKE W 3aKpernsieHbl B COOTBETCTBYIOLWMX 3aKOHOAATe/IbCTBAX
HeCKONbKMX CTPaH. Mbl nony4yaem nogaepxky co CTOpoHbl EBpokomMuccmm, EBponerickoro
coBeTa U EBponapsiameHTa. Y Hac ecTb COBCTBEHHbIe pyKOBOASLMe opraHbl. 9To KomuTeT

®uHaHcKpoBaHWe HacTosien nybnukauuu (OesTenbHOCTU) OCYLLECTBRSIETC B
pamkax [lporpammbl _EBponeiickoro Coto3a B o6nactv _34paBoOXpaHeHus .
My6rivkyemble Marepuanbl  OTPaXaloT WCKIIOYUTENbHO TOYKY 3pEeHUst asTopa.
CnoHcopbl He HecyT OTBETCTBEHHOCTM 3a MCMOMb3oBaHWe coaepxalleicss B HUX

nHpopmauum. EURGS « G IpH B yCCKOS3bIYHOM
Bepcuu cailta v ane AIPM om_ﬂﬁf&_tot " 'DIS:
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akcnepTtoB EC no pegkunm 3aboneBaHmam (EUCERD) B cTpykType EBpocotosa n Komurter
MO /IeKapCTBEHHbIM npenapataMm Aaa  JedeHuss pegkmx  3abonesaHun (COMP)
EBponenckoro areHTCTBa MO JiekapCTBeHHbIM cpeacTBam (EMA). B Hawumx nnaHax —
co3gaHuve rnobasbHOU CTPYKTYpbl — MexXayHapoAHOr0 Hay4YHO-UCCIeA0BaTe/IbCKOro
KOHCOpLMyMa no peaknm 3aboneBaHUsAM.

Mbl BeZeM CBOIO [JefiTe/IbHOCTb MO /BYM OCHOBHbIM HamnpaB/eHUAM: KOOPAMHALMA
AencTBUM 0Ol eCTBEHHbIX OPraHn3aLnin, NPeACTaBAAIOWMX NHTepecbl HONbHbBIX, KOTOPOK
3aHMMaeTcs EBponenckasa opraHusauua no pegkum 3abonesaHusim EURORDIS, u
npesocTaB/ieHMe KayeCTBEHHOM MeAMUMHCKOM WHPopMaumm 4Yepe3 bHecniaTHbIN
nHTepHeT-pecypc  ORPHANET. B 6yaywem Mbl naaHvpyem OTKpbITb EBponenckyto
MHGOPMaLMOHHO-CNPaABOYHYO CeTb MO peAkuM 3abonesaHusm (European Reference
Networks of Rare Diseases). OHa 06beANHUT BeAYyLLMX SKCNEPTOB, CNELMaAN3NPOBAHHbIE
LEeHTPbl U AnarHocTuyeckme nabopatopum u byaeT cnocobcTBoBaTb CO34aHUIO Pa3BUTOM
eBponenckon  MHGPACTPYKTypbl AN MPOBEAEHUS  KJIMHUYECKUX  UCMbITaHUK,
obecneyeHunto 3anacos bronornueckmx mMaTepuanos n opraHusaumm
CUCTEMaTU3NPOBAHHOIO yyeTa 60NbHBbIX.

CerogHs Hawa obwan 3ajaya 3akN04aeTcs B BblpaboTke 06WMX MOAXOAOB U MOMUCKe
nyTen ANA OTCAEXMBAHUA HAWMUX AOCTUXEHUN. [ns ee peleHUs Ham noTpebyertcs
MOCTOAHHAA MNOANTUYECKAA MNOAAEPXKKA, KOTOPOM Mbl MOXeM J06UTbCA, aKTUBHO
oTCTamBas MHTepecbl H6ONbHLIX M MpuB/Aekas BHMMaHue obuiecTBa K Mx npobaemam.
Kpome Toro, Ham noHaAobsATCs AOMNOAHWUTENbHbIE pecypcbl, 4YTO npeAnonaraer
yBennyeHne Orogxera nporpamm EC B 065acTM  HayyHbIX MCCAef0BaHUA U
3/ipaBOOXPaHeHMs, 3aMn1aHMPOBAHHbIX HA 2014-2020 FOZAbI.

KoHKpeTHble AeNCTBUS, MPUHOCSLLME peasibHble NA0AbI, byAyT noasepxaHsl rpaxaaHamu
cTpaH EBpocotosa. [lesiTeNbHOCTb, HanpaB/ieHHas Ha OKa3aHue NMOMOLM NauueHTaMm C
peAKUMKU 3aboneBaHUsSIMM — APKUM npuMep HeobxoauMMocT U 3PPeKTUBHOCTM
COBMECTHbIX YCUININ BCEX €BPOMNeNCKMX cTpaH!

AHH Sle Kam (Yann Le Cam)
NcnonnuTensHbin anpekTtop (Chief Executive Officer)

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX
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CraTesu

[lonmuTnueckue mnebaTil — UYTO HYXHO COejlaThk, OJsI TOIO
uTOOs ORJI YCJNHMIAH I'OJIOC MNaLUMEeHTOB C pPenKuMm
BaboneBaHusIMN !

Tpu roaa Tomy Hasag EBponerickas opraHusaums no pegkmm sabonesanmam (EURORDIS)
Hayasa McKaTb OTBET HA BOMPOC: «YTO HYXHO caenaTb, AAs TOro YTobbl eBponenckoe
oblWwecTBO U, B MepByl0 ovepesb, MaLMEHTbl C peaKMMM 3aboseBaHUAMM MOyYau
6onblue nHboOpMaLMM O NONOXEHUN Aen B 3TOM 0b6aacTv n npuHnMann bonee akTMBHOE
yyactme ¢GOPMUPOBAHUWM MONUTUKM, HEMNOCPEACTBEHHO BAMUSIOWLEN Ha KayecTBO WX
XM3HM?»., OTBETOM Ha 3TOT BOMPOC CTasa peanusaums npoekta «Decide», B pamkax
KOTOPOro 6b11M coObpaHbl MHEHUSI NALMEHTOB MO BOMPOCaM TeKyLL el MoUTUKKN B 061acTu
6opbbbl ¢ peakMmmn 3aboneBaHUAMM U LWIAroB, KOTOPble NPaBUTENbCTBA €BPONENCKUX
rOCYyAapcTB MAAHUPYIOT MPEeANpPUHATL ANS pelleHus 3Tol npobnembl B byayuiem. B
npeanaraemor Bawemy BHUMaHuio cTaTbe Bbl HarigeTe 6osee nogpobHyto nHbopmaLmio
O MpeABapuUTe/IbHbIX MTOrax peaan3almm 3SToro npoekTa...

MN3HauvanbHo meToamka cbopa nHpopmaumm «Decide» Bbina paspaboTaHa 1 peannsoBaHa
B WKpokumx mMacwTtabax QoHaom HoBon s3koHommku (New Economics Foundation). OHa
nonyumna ogobpeHve EBpokOMUCCMM U NpuUMeHsifack EBponenckor ceTbio HayuHbIX
ueHTpoB 1 My3seeB (ECSITE) ans cbopa obuiecTBEHHOrO MHEHUSI B XOZe CneLmanbHO
OpraHM30BaHHbIX 4e6aTOB N0 KOHKPETHbLIM aCNekTaM FroCyAapCTBEHHOM MNONTUKM.

B 2008 rogy EURORDIS n ee napTHepbl pewunan WUCNoib30BaTb 3Ty METOAMUKY, ANA
n3yyeHnss npobnem coobuiectBa nauMeHTOB C peakvmu 3abonesaHusamu. [poekT
nonyymn HassaHue Patients’ Preferred Policy Scenarios - POLKA (MpegnoytuTensbHble AN
naLMeHTOB NoAUTUYeCKUe ceHapun). Ero peanmsauma gosnxHa bbina:

NOBbICUTb YPOBE€Hb VIHCI)OpMVIpOBaHHOCTM nauyneHToB C peakKnmMmu 3a6OJ'IeBaHl/IFIMM, n nUX
I'IpEACTaBVITe.HEI‘/JI no oOTAe/ibHbIM K/1KO4YEeBbIM npo6nemaM, KOTOpbleé MOTyT OKa3aTb
3Ha4YnTE/IbHOE B/ZINAHNE Ha NX XN3Hb;

cobpaTb MHeHWs MauMeHTOB C peAkUMK 3360N1eBaHMAMMU U UCMO/Ib30BaTb MOJYUYEHHYHO
nHbopmMaLmio AN OTCTaMBaHWS WHTEPECOB MaUMEHTOB Ha HALMOHA/NbHOM U
€BPOMEeNCcKOM YPOBHE.

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX

nHpopmauun. EURC eTy IPH a. yCCKOSA3bIYHOMN
BEpCUM cailTa v anek om ® AFMro ¢ 5o 'DIS:
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[laHHas MeToAMKa npeanonaraeT npoBedeHWe WKUPOKMX AebaToB M AUCKyCCUR,
NpesoCTaBASOWMX YYaCTHUKAM BO3MOXHOCTb BbICKa3aTb YeTKO CHOpMyIMpOBaHHOE U
XOPOLUO apryMeHTUPOBAHHOE MHEHME MO CaMbIM C/I0XHbIM BOMPOCAM.

MpumepHO rog noTpeboBascs skcnepTaM B Pas/IMyHbIX 061acTaX Ha cMCTeMaTU3aLMIo
MaTepunanoB 1 pa3paboTKy LWeCTU KAoYEBbIX TEM, BOLeAWNX B UHGOPMaLMOHHbIE NaKeTbl
npoekTa POLKA Decide.

3aTeM npeAcCTaB/ieHHble MO KaXAoW Teme MaTepuanbl Oblin nepeBefeHbl Ha 22
eBpOonencKMX A3blka, U B 2010 rogy NpoekT Obia 3anyLieH Ha canTe «Decide».

K MoMeHTy 3aBeplieHuss npoekTa «POLKA» B ceHTsabpe 2011 rosa ero opraHM3aTopsl
npoBean 320 Auckyccuin n aebatos no metogmke Decide B 22 cTpaHax. Obuiee ymcno
YYaCTHUKOB AOCTUIIO 1704 YesoBeK. B vx umMcno BOWAM MauueHTbl, NpeAcTaBUTENM
NnauMeHToB, MeAuKW, MNOANTUKM U OBusHecMmeHbl. B xoze ob6cyXaeHUN yyacTHUKM
MPOroN0CoBa/M 33 CaMbll YAQUHbIN HA UX B35/, CLLEHAPUN.

Pe3yabTaTbl N0 TEMaM:

. NccnepoBaHms B 06nacTM CTBOIOBBLIX KAETOK: 484 YYaCTHMKOB M3 11 CTpaH
MPOroi0COoBaAN 3a CeAYIOLW NN CLLeHapU:
o) «[TOMMUMO  CTBONOBbLIX KNETOK, MOJly4aeMblX W3 KOCTHOrO MO3ra B3POC/bIX

naLMeHTOB U NYNOBUHHOMN KPOBU, MOXHO MCMO/1b30BaTb KAETKWN «NLLHUX» SMOPUOHOB He
CTaplue 14 JHeW, KOTOopble B MPOTUBHOM Cay4ae ByAyT NPOCTO YHUUTOXEHbI».

i HPEMMI'IIIaHTaLI,MOHHaH reHeTn4yeckaa AMarHoCTuUKa: 237 y4aCTHUMKOB U3 g CTpaH
OTAa/ M nNpegnouTeHne cegyrowemy CueHapuio:
0] «|_|pOLI,6Aypy caieqyetr npoBoauvTb TOJIbBKO B UENAX ANATHOCTUKU TFEHETUYECKUX

3a60!'IeBaHl/Il‘;l, MMerLnX cepbe3Hble MEANLMHCKNE NOCIEACTBUA, a HE A/19 YCTAHOB/IEHUA
noaa WUan JIMYHOCTHbIX 0CobeHHOoCTeln 6YAYLLI,EFO pe6eH|<a. CI'IELI,MaIIbeIe TeCTbl A0J/1KHbI
npoBOANTLCA NCKTIOUYNTENTIbHO JIMUEH3NPOBAaHHbIMA cneuynanncCtamMmm B
JIMUEH3NPOBAHHDbIX na6opaTopvmx. HeO6XOAMMO obecneuynTb npoesejgeHne
HE3aBUCMMOIO MOHUTOPUHIA N OLLEHKN».

. AvarHoctnka, wHPOpMMpOBaHME MNALMEHTa, KOHCYy/AbTauus  crneunanncra-
reHeTMKa: 271 Ye0BEeK M3 11 CTPaH OTAA/IN NpeAnoYTEeHNe Ciedy oL emMy CLeHapuio:
o) «HeobxogMMo 3akoHOAATeNbHO oOnpejesnTb MNepevyeHb MPOBOAUMbBIX — AA

AVMArHOCTUKM KaXAoro KOHKpeTHoro 3aboseBaHua TecToB. Pe3ynbTaThl TecTMpOBaHUs
naumneHTaM JOJIXKeH BpyYaTb KBAIMPULNMPOBAHHBIA MeANLUHCKUIA pabOTHUKY.

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX
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. MNpoBeseHne MeANLMHCKUX 06Ce0BaHNI HOBOPOXAEHHbIX: 243 YYacTHUKA 13 8
CTPaH OTAA/IM NpeAnoYTeHME CNeAYIOWEMY CLLEHAPUIO:

o «PeleHne 0 TOM, Kakme KOHKPETHO 3abosieBaHMA NOANEXAT BbIABIEHUIO B XOAe
MeAUUMHCKOro ob6c/sie0BaHMUS HOBOPOXAEHHbIX AOJXKHbI MPUHMMATbLCS Ha YpPOBHE
HaLWOHaNbHbIX CUCTEM 3/PaBOOXPaHEHUsi, OAHaKo BbIGOP MeToAWMK, CTaHAAPTOB W
NOAX0A0B A0/XKEH KOOPANHNPOBATLCSA HE3aBUCUMbIM €BPOMENCKUM OPraHOoMy.

. JlleyeHne 3a pybexom: 191 uenoBek W3 9 CTPaH OTAANM NpeArnoYTeHUe
c/iesyloLemy CLeHapuio:
o) «JleyeHne 3a pybexom cresyeT peKOMeHZAOBaTb TO/IbKO B TeX CAy4yasx, Korga B

CTpaHe MPOXMBAHWUSA MALMEHTA HeT YC/I0BUW ANS leYeHUs KOHKPETHOro 3aboseBaHums.
Mpyv 3TOM oOpraHbl 3APaBOOXPAHEHWUS OMJIAUMBAKOT TOJIbKO PACXOAbl, HaMpsMyto
CBSI3aHHblE CO CTOMMOCTbIO SieveHust. [lns neveHns 3a pybexom He TpebyeTca nosyyeHus
npeABapuTe/sIbHOrO paspelueHns. [ocysapcTBO JO/XKHO WMHBECTMPOBATb CPeACTBa B
peanun3aLmio MHULMATUB, HANPaB/IEHHbIX HA PA3BUTUE IEKTPOHHOM MEAULUHDIY.

. Pacxoabl Ha opdaHHble npenapaTbl, MpeAHa3HAYeHHble AN JIeYEHUS peAKUX
3aboneBaHMI: 215 Y4aCTHMKOB M3 11 CTPaH NPOro/10COBaN 3a C1eAYIOLW M CLLeHapUi:
o) «34,0pOBbe SIBAAETCA MPUOPUTETOM A/151 EBPONENCKUX FPaxaaH. TOYHO Takxke , Kak

rocylapCTBO HE OrpaHMYMBAET pacxXofbl Ha CrMaceHue JoAen, CTaBWMX XepTBamu
HeCcYacTHbIX C/Iy4aeB 1 KaTacTpod, OHO He JO/HKHO OrpaHMYMBATL PACcXO/bl Ha CNaceHue
XM3HW MauMeHTa C peakum 3aboneBaHneM. dPPeKTMBHOCTb 3aTpaT He A0J/IXKHA 6biTb
peLlaloLWnm KpuTepmem Npu NPUHATUN pelleHns o6 onnate nedeHms».

Ham no-npexHemy TpebyeTcs Bawe MHeHwe: BHecuTe cBOM BKAaZ B popmmpoBaHue
€BPONenckom NoANTUKK!

B HacToswmii momeHT EBponenckuii Coo3 UM MHOrMe BXOASWME B HEro CTpaHbl
3aHUMalOTCs pa3paboTkoM cTpaTerv M NAaHOB AENCTBUMM MO peAkMM 3abosieBaHMAM.
Pe3y/bTaThbl, NONyYEHHbIE B XOA4€ OCYLLECTBAEHUS Halero NpoeKkTa, ByAyT MCNoAb30BaHbI
Npyu nNpoOBEAEHUM AUCKYCCMM B pamkax EBponencknx KoHbEepeHUMn Mo  peakum
3abo0s1eBaHMAM 1 opdaHHbIM NpenapaTam, KOTopble COCTOATCA B bptoccesne B 2012 roay.
OHM NOMOryT HaM OTCTauBaTb MOJIUTUYECKME CLLEHAPUK, NOAAEPXKAaHHbIE 6ONbLIMHCTBOM
MaLMEHTOB Ha HALMOHA/IbHOM U EBPOMNENCKOM YPOBHSIX.

Ans nosyyeHnsa A0NOSHUTENbHOU MHGOPMALMM U YY4aCcTUA B HALLEM NMPOEKTE, MOCETUTE
canT: www.eurordis.org/playdecide

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX
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Ot nvua EBponenckon opraHusauum no pegkum 3aboneBaHnsim EURORDIS n  ee
NapTHEPOB Mbl XOTUM N0O6AAroAapuUTb BCEX, KTO YXe yChnesa BbliCKa3aTb CBOE MHEHMe B
pamkax npoekTa «Decide», a Tak)xe NpUrnacuMTb BCEX XeNAOLWMX NPUHATL B HEM y4yacTue.
Balue MHeHMe MOXEeT UMETb peLlatoLLee 3Ha4YeHMe.

JleTHUN Jlarepb, B KOTOPOM OeTM C PenKMMU
BaboJjiIeBaHUSIMM MOT'YT I[IOYYBCTBOBATE Ce6s OOBIYUHBIMU
oeTbLMu

JleTHunt narepb Dynamo Camp B OKPeCTHOCTAX WTaNbSHCKOrO KYPOPTHOrO MecTeuka
Jlnmectpe — 3TO nepBbin B MTanuu 0340pOBUTENbHBLIM Narepb, MpejHa3HaYeHHbIM
cneuymanbHO  ANS OTAbIXa AeTed U MOAPOCTKOB OT 7 A0 17 JIeT C Cepbe3HbiMU
XPOHUYECKUMW UAN pesKnMK 3aboneBaHMsaMU. Jlarepb, KOTOPbIN NPUHAA NEPBbIX AeTeN B
2007 rojy, NOCTOSIHHO pacLMpPSEeT CBOK NPOrpaMMy, BK/HOYas B Hee HOBble MHTepeCHble
3aHATUSA M BO3MOXHOCTU ANA aKTMBHOro gocyra. OTabix B /larepe no3BossfeT AeTaAm
3abbITb O Hak/agbiBaeMbIx 60/1€3HbIO OrpaHNYeHnsxX. 34eCb OHWU MOryT PacKpbITb CBOU
CNOCOBHOCTM M TanaHTbl U MPOCTO HAyYUTbCA PaA0BATbCA XWU3HW. B gononHeHume K
nporpammam geTckoro otabixa B Dynamo Camp opraHusytoTca cemeliHble 3ae3abl, 4TobbI
AaTb BO3MOXHOCTb JeTAM OTAOXHYTb B Jarepe BMecTe C poauTensiMu, bpatbsiMu u
cecTpaMM WM BMeCTe C HUMMK MPUHATb y4yacTMe B MHOMOYMC/EHHbIX COPEeBHOBAHMUSAX,
pasBJ/ieKaTe/IbHbIX NPOrpaMMax U APYrux MeponpusaTUAX.

npOFpaMMbI 0340pPOBUTENIBHOIO0 OTAbIXa ANA NMAUUEHTOB C pPeAKMMMU 3aboneBaHnaAMM
BK/IIOYAKOT CaMble pa3Hoo6pa3Hb|e CI)OprI OpraHnN3oBaHHOro A0cCyra, nossoJjdlouwune
AEeTAM OTBJ/1eYbCA OT 60n1e3HU 1 1eYyebHbIX npoueayp n npoCTto BeCe/I0 NpOBECTUN BPEMA.

«Jlarepb Dynamo Camp — 3To MecTo, rAe AeTu MOryT Nno4yyBCTBOBaTb ceba 0bblYHbIMK
AeTbMU»,  — TOBOPUT KOOPAWHATOp no paboTe €O WTATHbIMWU COTPYAHUKAMU W
BosIoHTepamn AHgpea MapTtennn (Andrea Martelli). «Mbl cTapaemcs oTBneYb getent oT
Mbicnen o bonesHsix, 6osbHMLAX U nekapcTBax, aAanTupys HawuW 0340POBUTE/bHbIE,
CMOPTMBHbIE W pa3BaeKaTesibHble MPOrpaMMbl K X BO3MOXHOCTAM, MO3BOAA KaXA0My
pebeHKy OTKPbITb A5 Cebsi HOBble 3aHATUS U YBJIEYEHMS U HAUTU HOBbIX A pYy3ei».

B narepe Camp Dynamo, KOTOpbIN HaXoANTCA B TaCKaHUM Ha TEPPUTOPUM 3aMNOBEAHMKA
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BcemupHoro ¢oHaa Aukonm npupoabl, nepes AeTbMU  OTKPbIBAETCS MHOXECTBO
BO3MOXHOCTEN AN aKTUBHOIO OTAbIXa Ha CBEXEM BO3AyXe W CaMOBbIPaXeHUs yepes
pasnnyHble dopmbl MUCKyccTBa. Bce npegnaraembie getam Buabl U GoOpMbl A0CYra,
noAbMpaloTCs C YY4eTOM OZHOrO 1aBHOIMO MPUHLUMNA:  OHW AOJKHbI MOMOYb AETHAM
nprMobpecTn HOBbIN MONOXUTENbHBIA OMbIT, O KOTOPOM Y HUX OCTaHYTCA MNPUSTHbIE
BOCMOMMHAHWS, @ MOXET OblTb M BbINOJNHEHHbIM CBOMMU PYKaMW XYZAOXECTBEHHbIN
MPOEKT, KOTOPbIN OHW CMOTYT YBE3TU AOMOM Ha NaMsATb O arepe.

Cnucok npeanaraeMbiX AeTSM 030POBUTE/IbHbIX MEPOMNPUATUA U BO3MOXHOCTEN ANS
npoBeseHUss cBO6OAHOrO BpeMeHW BK/OYAET MaaBaHWe, yyactTue B npoekTe Radio
Dynamo, cTpenbby 3 nyka, nNasaHue Mo OTBECHOW CTeHEe Ha CKa/JIoAPOME, BbIMOSHEHNE
XYA,0XEeCTBEHHbIX NMPOEKTOB NM0OJ PYKOBOACTBOM U3BECTHbIX XYA0XHNKOB, BEPXOBYIO €34y,
3aHATUS B TeaTPasibHOM KPY>Ke, KaTaHMe Ha JIbKax, 300Tepanuio U MHOXECTBO APYrux
yB/ieKaTeNbHbIX 3aHATUIA. Kpome Toro, 6onblioe 3HayeHWe MMeeT BO3MOXHOCTb MPOCTO
OTAOXHYTb M NOOBLATbCA C APYrMMU AETbMU, KOTOPbIE BbIHYXAEHbI XUTb CO CXOXUMM
npobnemamu.

b dekT OT 0TAbIXa, MPOBEAEHHOrO B TaKOM 03/,0POBUTE/IbHOM J1arepe, He 0OYeHb XOPOLLO
NOAAJETCA TOYHbIM M3MepeHusm. OfHaKo JaBanTe MOCAYLWAEM, YTO TOBOPUT
nobbiBaBWMI B Narepe pebeHok: «Korga s 3aHMMaOCh YeM-TO MHTEpPeCHbIM, 5 3abbIBato 0
TOM, 4TO A 6oneH». MoxHO an ayywe chopMyaMpoBaTb  AOJFOBPEMEHHbIN
bur3nonornyecknin n coumanbHbii 3¢bdeKT TaKoro oTabIXa?

JleTHN o3gopoBuTenbHbIN Narepb Camp Dynamo npegnaraet nporpamMmMbl OTAbIXa AS
AEeTen C XpOHNYeCkUMU 1 pegknumm 3abonesaHuamu. B Byayuiem opraHnsaTopsl fareps
NAAHUPYIOT pacwmpuUTb ero npoduab. J/larepb nNpUHMMAET Ha OTAbIX AeTel CO BCcemu
HUXXenepeYnCcaeHHbIMU U APYrMMU peaKnuMn 3a601eBaHUsAM:

Cunapowm lMpagepa-Bunan

CnuHa budunaa

remoduaus

Tannacemus

PasnnyHble popMbl eTckoro paka
3aboneBaHus, cBsI3aHHble C 0OMeHOM BelLecTs
3aboneBaHMs OpraHoB AbIXaHUA
MykoBuncunao3

Pa3snyHble popmbl nenkemMmnn

Jlarepb Dynamo — 3To HekoMMepyecKkas accoumaLns, KOTopas BXOAUT B MeXAYHaPOAHYO
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ceTb peabunnTauMoHHbIX 0340poBUTENbHbIX sarepen «Hole in the Wall Camps»,
co3gaHHyto B CLLUA no nHuumaTnee 3HaMeHMTOro aMepurkaHckoro akTepa Nona HetomeHa.
CeTb «Hole in the Wall», B cBOtO 04epeab, cozgana nogobHyto eBponenckyto ceTb narepen
oTAbIXa A5 AeTel ¢ cepbe3HbiMM 3aboneBaHnsIMU. Ha cerogHAWHNN AeHb, Takne nareps
MMeloTC B 24 €eBpOMenckux cTpaHax. Jlarepp Dynamo He uvMeeT rocyaapCTBeHHOW
noaaepXkn U duHaHCMpyeTcs 3a cyeT 61aroTBOPUTENIbHBIX CPEACTB, MOJyYaeMbiX OT
KOMMaHuM U GOHAOB. 3HauMTeIbHas YacCTb MSICA W OBOLLLEN ANSi MUTAHUA AeTen NocTynaeT
n3 cobctBeHHOro depmepckoro xo3sncTea. Kaxabii rog narepb NpuUHMMAaeT A0 400
BOJIOHTEPOB, KOTOpble TNpMe3sXalT clogda, 4YTObbl OKasaTb nomoub Hebonbliomy
MOCTOSIHHOMY MepcoHany. Ha Hux nexuT 6onbluas YacTe paboTbl MO OpraHM3auumn gocyra
aeten, n 6e3s Hux nareps 6ol NpocTo He HbiN10.

BoT 4TO roBOpUT OAMH M3 BOIOHTEpPOB, paboTaBlwmx B narepe B 2010 rogy: «Koraa Bce
AEeTN yNI0XeHbl, CBET MoralleH, 1 B Jlarepe HacTynaeT TUWMKHA, A nepebupato B namsTy
cobbITMA npoleglero gHA. 1 Aymalo O cTpaxaX, KOTopble UM yAanoCb NPeojosieTb, O
nobesax, KOTOpble OHM CyMenn ofepxaTb, U 06 3MOLUSAX, KOTOpble NEePenoIHAIN MeHS,
koraa A Habnogan, Kak OHM MeAsieHHO kapabkaloTcs no cTeHe. Sl BCMOMMHAO, Kakou
PafOCTbIO CBETUNCL UX 1333, KOrZa OHU, CMYCTUBLUNCH, MOAXOAUAN YTO6bI OBHATL MeHS
N ropao coobwmTb: «Y MeHs noayumaocb!». M B Takme MUHYTbI A 4yBCTBYtO cebsa no-
HacToALWEMY CHACTINBbLIMY.

Bbl X0TUTe nopaboTaTb BONOHTEPOM B pamKax Hawew lNporpaMmbl 0340pOBUTE/IBHOMO
OTAbIXa AN AeTeln C peakumm 3aboneBaHUsIMU? Ham HyXHbl BOJIOHTepbl A5 paboTbl B
AETCKMX 0340POBUTENbHBIX Narepsix B EBpone 1 no Bcemy mupy. Ecam Bbl xoTute BHeCTH
CBOW BKJ3Z, CBAXWTECH C MECTHOM OpraHu3auuer MauuMeHTOB WMAN MOCETUTE OAWMH U3
cantoB Hole in Wall, ytobbl y3HaTb, kKakne narepsi HyxgatoTcs B Bawen nomowm B 2012
roay.

Dynamo Camp: http://www.dynamocamp.org/

Hole in the Wall Camps: http://www.holeinthewallcamps.org/

EBponenckass opraHusaums no peakum 3abonesaHusim (EURORDIS) cnocobetsyeT
NPOABUXEHUIO MPOrpaMM O3/0pOBUTE/IbHOMO OTAbIXa, TaK Kak OHW MO3BOASAIOT
NpeAoCTaBAsATbL CMeunann3nMpoBaHHble YCayry, Heobxogumble AN MNOAALEPXKM W
couManbHOM ajanTauuu naumeHToB C peAkumn 3aboneBaHusmMu. _3aecb Bbl Hampete
nHdopmaLmio 0 peannsaumm Takux nporpamm B EBpone. MNo3HaKkoMWUTbCA C ApyrvMmm
BAOXHOB/IAIOWMUMN MPUMEPaMMN Hallen AesTeNbHOCTW, a TakXe Haler MNOANTUKOM W
OCHOBHbIMW MpPWMHUMNAMW U CTaHAapTamu Bbl  cmoxeTe, nepenas no  ccoblike
http://www.eurordis.org/services-to-patients
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YTobbl BbLICTYNUTH B MOAAEPXKY TaKMX Nporpamm npu obcyxaeHnn HauuoHanbHbIX
NNIQHOB AEeUCTBUM MO peAkuMM 3aboseBaHUAM, U3yunTe UHAOOPMALMOHHBLIA JNCTOK O
noantuke EURORDIS B 061acTh opraHmsanmm nporpamm 0340p0OBUTENbHOMO OTAbIXA.

PacumpeHne BOSMOXHOCTEM MNalMEeHTOB, [acTa u
THUPaMUCY

PectopaH Fantasia, oTKpbITbIM B Mae 2011 roga Heganeko ot naowaan CaH-Mapko B
BeHeuun, npoBoAnT obyyeHWe nauneHTOB, CTPaAAOLWMX peAkUMKU 3aboneBaHUaMK, U
OKa3blBaeT COAeNCTBME B WX COUMAJbHOW WHTErpauun nauMeHToB C  peaKuMu
3aboneBaHuamn. Mol BcTpeTuamnce ¢ PeHson BapboH lMaanynnu (Renza Barbon Galluppi),
npe3ngeHtom UNIAMO, wutanbaHckon degepaumm no peakum 3aboneBaHusiM, W
MOMPOCKAN ee pacckasaTb Ham 06 3TOW 3aMeyaTeNbHOM MHULNATHMBE.

Ymo nocnyxcuno moaykom K omkpeimuto pecmopaxa Fantasia?

®egepauyma UNIAMO Bcerga vckana nyTM AAsi CO34aHUS YC/OBUA MO PacLUMPEHUIO
BO3MOXHOCTEM MaumeHToB. B 2009 rogy mbl co3ganu accoumaumto Uniamo Goldin,
OCHOBHOM 3ajayer KOTOPOW sBAseTcA pa3paboTka M peanu3aums CoOLMAIbHbIX
MHULMATUB, a TaKXe nocaeaytolee ynpasieHne Co34aHHbIMU COLMANbHBIMU MPOEeKTaMu.
Mbl XOT€/IM BAOXUTb CPeACTBA B Pa3BUTUE COLMANBHOIO TYpM3Ma, 1 Bbibpann BeHeuuto,
KaK OAWMH W3 Hambosiee MONyAApPHbIX TypucTuyecknx obbekToB. PecTtopaH Fantasia
OTKPbI/ICA B Mae 2011 roZa Noc/e Leoro roga neperoBopoB U COrIAaCOBAaHUM C MECTHbIMM
BracTaMm. O4HaKo BONAOTUTb HALIW MJIaHbl B XXM3Hb OKa3a/10Cb HENPOCTO.

Kak npoxodum npoyecc obyyeHus u uHmezpayuu nayueHmos C pedkumu
3a6onesaHusmu?

Ha aaHHbIM MOMeEHT B pecTopaHe paboTatoT 8 LTaTHbIX COTPYAHMKOB, 20 BOJIOHTEPOB U 14
BPeMeHHbIX paboTHUKOB, BK/ItOYas 6 NaLMEHTOB C OrpaHUYEHHbIMU BO3MOXHOCTAMU. Y
OZHOTO M3 HWUX AMArHOCTMPOBAH CMHAPOM HyHaHa, ABYM ApYruM NOCTaB/IeH AMarHO3
cnHApom Acneprepa, Y ABOMX NaLMEHTOB AMAarHo3 noka He NocTaB/IeH, @ B OTHOLIEHUM
3aboneBaHMA WeCTOro nauMeHTa cneymanmcTbl CKAOHSATCS K cuHapomy Koctensno. OHu
npoxoasT obyyeHre u nony4valoT paboTy B COOTBETCTBUM CO CBOMMMW CNOCOBHOCTAMU U
BO3MOXHOCTSIMU. Hanpumep, oAWH M3 MauMeHTOB C CMHAPOMOM Acneprepa, KOTOpbIU
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OT/IMYAETCH HeobblYaMHOM AUCLMMANMHUPOBAHHOCTbLIO, paboTaeT Ha KyxHe W aenaet
OT/INYHbIE NMUPOXHbIE TUPAMUCY. [aLMeHTbl HAXOAATCSA NOA MOCTOSIHHBIM HabaAeHWEM
Bpayemn 1 cneumanncToB, KOTOpble MOMOraloT UM CNpaBAsaTbCA ¢ npobaemamu. Hawa uenb
— MoKaszaTb, YTO eC/iU Bbl MPUHMMAETE Y€/I0BEKA C OFPAHUYEHHLIMU BO3MOXHOCTAMMU,
MONy4YMBLUErO COOTBETCTBYIOLLYIO MOAFOTOBKY, M MOpy4YaeTe eMy MOCU/bHYO paboTy,
KOTOPYO OH MOXEeT BbINONHUTL B yAoOHOe AnA Hero Bpems, TO pe3syabtat Oyser
NONOXWUTEeNbHbIM AN obeux  CTOpoH. B cooTBeTCcTBMM € AEUCTBYIOWUM
3aKOHOZATe/IbCTBOM, KOMMaHMA CO LITAaTOM, MNpeBblWaloWmMM 16 4YenoBek, obsi3aHa
MPUHATb Ha paboTy xoTa Hbl OAHOMO COTPYAHMKA C OFPaHNUYEHHbIMU BO3MOXHOCTAMKU. K
COXaJIeHMI0, KOMMNaHMM NOoKa NPeAnoYnMTaoT NAaTUTb WTpadsbl.

Kak udym dena 8 pecmopate?

OueHb xopowo. Mbl paboTaeM c 9 yTpa 40 11 Beyepa 1 npeAsaraem NoceTmTes M NosHoe
MEHI0, BKJIOYalOLee OT/IMYHBIN TUPaMMUCY, AOMALLUHIOK MacTy, pbiby U TpaguuMoHHOe
UTaNbsiHCKOe nevyeHbe. B camom ueHTpe BeHeuun TakmMx pecTtopaHOB HeT Tak MHOro!
Accoumauma Uniamo Goldin HageeTcs B byayLieM OTKpbITb TakMe e pecTopaHbl B Pume 1
Heanone.

MNoapobHee:

UNIAMO

Ristorante Fantasia

Sestiere Castello 3911

Localita Bragora, 30122 Venice, Italy
+39 (0)415228038

NHTepHeT-COOOWEeCTBO MNalMeHTOB C 6onesHb QoH
I'mnnensi-JiuHzay: Cujla BBaMMHOM NOLLEPXKM

C pekabps 2010 roga mHTepHeT-coobuiecTBO naumeHToB ¢ 6onesHbto ¢oH lnnens-
JIvHaay pfaeT CBOMM y4acTHMKAM BO3MOXHOCTb cobupaTtbca BMecTe, 0b6CyXAaTb CBOM
npob6embl, NOAy4aTb HOBYIO MHPOPMALLMIO U CTOMKO CONPOTUBAATLCS 601e3HM.
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BonesHb ¢oH Tunnens-/iuHaay (VHL), wm3BecTHas Takxe nNoJ  Ha3BaHWEM
LuepebpopeTUHaNbHbIN AHIMOMATO3, 3TO peAKOe HAC/NeACTBEHHOE MYAbTUCUCTEMHOE
3aboneBaHue. CyTb €ro 3ak/104aAETCA B TOM, YTO a/ibTepaLus reHa, NOAaBAAIOWEro pocT
OnyXxonen, NpUBOAUT K PasBUTUIO MHOXECTBEHHbIX HOBOODOpa3oOBaHWM, MOpPaXaroLLMX
pa3/InyHble OpraHbl U CUCTEMbl Y€/I0BEYECKOrO0 OPraHW3Ma, BKJIKOYasi MO3F, [/1a3HYHO
ceTyaTky, Pas/iMyHble Y4YacTKWM HEPBHOM CUCTEMbl, HAAMOYEYHUKM, TNOYUKM U
NOAXKeNYAOUHYIO Xenesy.

Xepap Anb3amarviep (Gerhard Alsmeier) — akTUBHbBIM y4YacTHUK MHTepHeT-coobuiecTBa
nauneHToB c 6bonesHbto doH Mmnnens-/iuHaay (VHL). EMy 5o neT, oH xuBeT B lfepMaHuu, u
y3Han, uto bosneH 3TMM peakum 3aboneBaHnem, Koraa emy bbino Bcero 38 net. Xepap ¢
AEeTCTBa CTPajan CU/bHbIMWU FONOBHbIMU HONSIMM U KO BPEMEHW MOCTAHOBKU AMarHo3a
yXe rnepeHec HeCcko/IbkO OnepaLuin 1 rocnuTaamMsaumi no nosoay onyxonewn. [lepsoe
nosHoe MHoronpoduabHOe nccaeoBaHMe, NPOBeAeHHOe Noce NMOCTaHOBKM AMAarHo3a,
BbIIBU/IO MHOXECTBEHHble HOBOOOpa3oBaHWs B CMMHHOM MO3re U B MOAXeNyA04HOM
xenese. «Korga s MOHAM, HAaCKO/IbKO S Mas0 3Ha/N O TOM, YTO CO MHOW MPOUCXOAMIO Ha
NPOTSAXEHUM MOCNEAHUX 10 /IET, B TO BPEMS KaK BCE MOW CUMMTOMbI OblI COBEPLUEHHO
TUNWYHBI 419 TaKoro peAkoro 3aboseBaHus, A pelna OCHOBaTb MPynny B3aMMOMNOMOLLM.
BmecTe ¢ HECKONBbKMMU APYrMMU NaLMEeHTaMM Mbl B TOM Xe roAy CO34anu Takyto rpynmny,
M C Tex Mop KOJMYECTBO YYACTHWKOB MOCTOSIHHO pacTeT. {1 Aymat, 4YTO Mbl CMOFM
3HaUMTENbHO 0B6NerYnTb MNOJIOKEHNE MHOMMX MALMEHTOB C AMAarHo3om «bonesHbo ¢GoH
Mnnens-/inHaay» B lfepmaHun. Mol paccbliiaem nHdopmaumio o 6ose3Hu, opraHusyem
BCTPEYM, Ha KOTOPbIX /04N MOryT obMeHATbCA cBOMM onbiToM 60pbbbl ¢ 6onesHblo, a
TakXe OKa3blBaeM ApYyr ApYry MOpasibHYO NOAAEPXKY, KOTopas 0CobeHHO BaxHa, Korga
KTO-TO M3 HaC B 04epesHOMN pa3 IoXMTCs B 6oabHULY”, — roBopuT XKepap.

KapuHa Buabsap (Karina Villar) Toxe aBasieTca NoCTOSIHHbIM NOCETUTENEM CalNTa OHJIANH-
coobwecTBa. Ee 36-netHen cectpe AHHe Kopasb (Ana Coral) 6bln noctaBneH guarHos
bonesHb PoH Mmnnena-J/inHaay (VHL). KapuHa noayumna agvniom Bpaya M pewmna
cneymannsmpoBatbcsi Ha 6onesHn  ¢oH Mmnnena-/inHaay. «f He 6onbHa», — roBopuT
KapuHa, — «Ho 60/1€3Hb KOCHY/1aCb 1 MeHsi. Moel cecTpe NocTaBuAM AnarHo3s « 60ae3Hb
doH [unnens-/inHgay», korga en 6bin Bcero 21 rog. Y Bpayel, K KOTOPbIM OHa
obpawanacb, 66210 BeCbMa NMOBEPXHOCTHOE MpeAcTaB/ieHNe O XapakTepe HonesHn u o
MeToZax ee sie4yeHWUs. M 4To camoe rnaBHOe, OHM He bblAKn 3amMHTepecoBaHbl B bonee
rnybokom u3yyeHun 3Toro 3abosneBaHusi. VIMEHHO NO3TOMY A M pewnaa Ha Hem
cneumanmsnpoBaTbcsi. Y MOeW cecTpbl BHOBb BO3HWMKLIAS MyTalWs, MO3TOMY OHa
e MHCTBEHHbIN YesI0BeK B HalleWl CeMbe C 3TUM AMarHo30M», — pacckasbiBaeT KapuHa. Ha
CeroAHsWHNN aeHb AHHa Kopanb yXe nepeHecna uYeTbipe HEWpPOXMpPYpruyeckue
onepauuu, OAHY OMepaLuio Ha No4Yke MO NOBOAY 3/10Ka4YeCTBEHHOW OMyxX0aK, noTepsaa

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX

MHopmaymmn. EURC . Gl IpH B yCCKOSA3bIYHOMN
BEpCcUM caiiTa U aek “ AIPM 3M_¢AEM?O ¢ ': DIS:

11


http://r20.rs6.net/tn.jsp?llr=qnbldb44&et=1104806560634&s=2462&e=001cJ3KUHivvn4e2IxAWXX9Evgisk04hPxmEnBZn-TTKpHb1fqxvQX-0XJeqjEyUDQ8eJxK7hbg2al6yyL1js6shuWz20vvDVHjk_XF02w1IYSLqurAUoNlmg==&id=preview
http://www.rarediseasecommunities.org/en/community/von-hippel-lindau
http://www.rarediseasecommunities.org/en/community/von-hippel-lindau
http://www.hippel-lindau.de/

3peHue B IEBOM /133y U Or/1I0XN1a Ha NieBoe yx0. «OHa NOCTOSIHHO 6eCnoKOUTCS O CBOEM
Byaywem»,— rosopuT KapuHa, — «<Ho Mbl BCe coBeTyeM el NPOCTO XUTb U CTapaTbCs He
AyMaTb 0 cBoen 6on1e3HM».

Jlerko ckasaTb — He gymaTb! [Tocne yeTBepTOM HEMPOXMPYPrMYeCcKor onepaLm BO3HUKIIM
OCJ/IOXHEHWSI, KOTOpble MPUBEN K YaCTUYHOU NoTepe KOOpAMHaLUK, 0CObeHHO B ieBON
cTopoHe Tena. [lpocTor nogbem MO /NecTHUUE MPeBpaTUACs AN AHHbI B HaCTOSILLUN
KoWwMap, a HejaBHee nageHne AobaBuno Hosble npobnembl. AHHa paboTaeT B
pernMoHasbHOM OTZAEeNEHUU UCMAHCKOrO MUHUCTEPCTBA Ce/IbCKOro X03sMcTBa B Toneno. B
34aHuM HeT ndTa, a Ha ee dTaxe HeT TyaneTa. B peBpane npowsoro roga, NnogHMMasACh
no fecTHuLe, AHHa NoTepsaa paBHOBeCHe U ynana BHU3. Tenepb npu nogaepsxke KapuHsbl
M APYFMX YYACTHUKOB MHTEpHeT-cooblecTBa nauMeHTOB OHa MPOBOAMT KaMMaHWIO B
3aWKnTy cBoero npaBa Ha paboTy B 3aaHuW, npucnocobneHHOM ana Awjen ¢
OrpaHMYEeHHbIMU BO3MOXHOCTAMM.

«/HTepHeT-coobLecTBO NaLMeHTOB 06beANHWUIO FPYNMbl NALMEHTOB M3 Pa3HbIX CTPaH,
KOTOpble COBMECTHbIMW YCUAUSMU MOAAepXUBAOT paboTy dopyma M pasmellaloT Ha
canTe nonesHyt MHPOPMALMIO, OCHOBAHHYIO Ha KONEKTMBHbIX 3HAHUSAX YYaCTHUKOB.
Pe3ynbTaTOM TECHOro COTPYAHWYECTBA rPynn NaLUEHTOB U3 Pa3HbIX eBPOMNEeNCcKMX CTpaH
cTana nepsasi BCTPeYa MUX INAEPOB, COCTOSBLLAsCS B CeHT6pe 3Toro roga B KenbHe. Ha
Heln Lwen pasroBop O co3zaHun EBponenckon desepaumm rpynn naumeHToB ¢ 601e3HbIO
doH Mnnena-JinHaay», — pacckasbiBaet Pobept Mnetnya (Robert Pleticha), meHegxep
MHTepHeT-cooblecTB NauneHToB. Xepap Anb3Marep Takxe NPpUCyTCTBOBAJ Ha BCTpeye B
KenbHe: «Mbl BCe OCO3HaAW, HACKO/MbKO A/ HAC BaXHO OO6MEHMBATbCS OMbITOM U
nHbopmaumen 06 MHULMATMBAX, peasn3aLns KOTOPbIX YXe NpUBea K NMoAOXUTEbHbIM
pesy/sbTaTaM B Apyrux cTpaHax. Cant www.rarediseasecommunities.org — 3To oTAnYHas
nnatdopmMa ANS peanvsauMM  HaWuWX MAaHOB, W A AyMalo, 4YTO Tenepb Yy e€ro
aZAMMHUCTPATOPOB NprbaBmTCA paboTbin.

MNoapobHee:

VHL Online Patient Community

Hemeukana accoumaums naumveHToB ¢ 60/s1€3HblO doH Tunnena-/imngay (VHL):
http://www.hippel-lindau.de/

McnaHckas accoumauma naumeHToB C  60ne3HbIo ¢oH Tunnens-SinHaay (VHL):
http://www.alianzavhl.org/

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX

MHopmaymmn. EURC eTy’ IpH -'l yCCKOSA3bIYHOMN
BEPCUM caiiTa v anek om ® AFMro ¢ s DIS:
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HoeocTu xopoTkoit cTpokon

MexnyHapOOHEM HOeHB OOJIBHEIX PenkKuMMyu 3BabojieBaHMSIMMU
2012 - OcobeHHM OeHB IJIsS OocobeHHEX Jonen!

29 ¢eBpans 2012 roga OyaeT oTMmeyaTbCA NATHIN MeXAyHapoAHbIN JeHb 60/bHbIX
peaknmu 3aboneBaHnsiMU. B 3TOT geHb COTHM obLiecTBEHHbIX 06beANHEHMI NALUEHTOB
N COTPYAHUYAOLWMX C HAMWU OpraHusauum obbeauHAT CBOWM ycuaus, 4Tobbl mpuB/eyb
BHUMaHMe K npobneme peakux 3aboneBaHUM U K MOJSIOXKEHUIO MWANIMOHOB JtOAEN,
KOTOpble CTPAAAOT OT UX NMOCNEACTBUN.

Kak v B npeablAyLime rogbl, OpraHv3saLmm, NpeaCcTaBasolme MHTEPEChl NaLUEHTOB, U UX
MapTHepbl NJAHUPYIOT OPraHM30BaTb CEMUHApBI, Npecc-koHdepeHunn, paboumre rpynno,
BnaroTBopuTeNbHBIE  MPOTY/KY, npeseHTaLmy, Ky/IbTYpHblE  MeponpusTus,
MacCMpoOBaHHble kamnaHum B CMU, uepeMoHUn BpyyeHus Harpag, 6a1aroTBopuTesibHble
MepOonpUATUSA U YCTAHOBUTbL HAPYXHble MHPOPMALMOHHbIE WKTbl. OZHMM C/I0BOM, OHM
NAAHUPYIOT CAeNaTb BCe, YTO B UX CU/IAX, ANS TOrO YTOObI MpUBAEYb BHMMAaHKWe oblecTBa
K npobneme pesknx 3aboseBaHuUN.

KTo MoxeT NnpuHATb yyacTue? Bee xenatowme (Npy yCa0BUM, YTO OHW Pa3zensitoT HacTpomn
Y4YaCTHMKOB, 0COb6bIN AyX 3TOro cobbITUA U He BbIXOAAT 33 PaMKW TeMbl): OTAe/bHble
nauMeHTbl, OPraHM3aLunmn NauneHToB, HaLMOHalbHble 0bbeANHEHUS U MeXAYHapOAHble
desepaunn, ocywecTBasOWmMe yxo4 33 OONbHBIMM  MLQ, MEAWKW, YYeHble,
pa3paboTumkn NekapcTB, NpeACTaBUTENIN OPraHOB BAACTU - YeM 6osblue YYaCTHUKOB U
YeM LIMpe UX COCTaB, TeM nyyLue!

MexayHapoaHbIv AeHb 601bHbIX peAknMu 3aboneBaHnaMK Hbla yupexeH 1 NpoBOANTCA
EBponerckon opraHusauven no peakum  3aboneBaHusim  (EURORDIS) wun  ee
KOOPAMHALMOHHBIM OopraHoM - COBEeTOM HaLuMoHanbHbIX accounaumm (Council of National
Alliances). B KamMnaHWW NPUHUMAIOT Yy4yacTMe Tpynnbl MNALMEHTOB C PEAKUMM
3aboneBaHnaAMK 13 Bonee YeM 50 CTpPaH MUpa.

B 2012 rogy ocHoBHOM Temon MexayHapoaHOro AHsa 60/bHbIX peaknMu 3aboneBaHNIMU
BblbpaHa cosMaapHOCTb B pamkax coobuiecTBa nauMeHToB C peAkuMun 3aboneBaHnsiMU 1
3a ero npegenamu. [na nonayyeHus nogpobHonm WHbOpMaLMM, NOCETUTE CAWT:
www.rarediseaseday.org

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX

nHpopmauun. EURC eTy IPH a. yCCKOSA3bIYHOMN
BEpCUM cailTa v anek om ® AFMro ¢ 5o 'DIS:
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Co6sITHUSA

Bcepoccurickas rpaxaaHckas KoHdepeHUMs 60/ibHbIX € peaknMM  3abosieBaHUAMMU
«ObbegmHMM ycnams Ha baaro naumeHToB, € peaknmm 3aboneBaHUAMM»

4-5 HoAbp#A, 2011r.

Camapa, Poccus

XIV HaumoHasnbHbIM KoHrpecc NTanbsaHCKOro obuiecTsa reHeTUKM YeaoBeka
13-16 HosbpsA, 2011 T.
MwunaHn, UTanus

5-9 exxeroaHasa KoHdepeHuuna Mpeyeckon degepaumm no peakmm 3abonesaHmnam (PESPA)
«AyTOMMMYHHble 3aboneBaHuA: CerogHa 1 3aBTpa»

25-26 HOsIOpsI, 2011 T

AdwuHbl, Mpeyusn

duHaHCMpoBaHWe HacToswen nybnukauum (OedATenbHOCTM) OCYLeCTBASETCA B
pavkax [Nporpammbl EBponerickoro Coto3a B obnactu  34paBOOXpaHEeHUs .
My6nukyemble MaTepuarnbl OTpaxalT WCKMHYATENBHO TOYKY 3peHust aBsTopa.
CroHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOMb30BaHWE copeplkallencss B HUX

MHopmaymmn. EURC eT‘yf IpH -v. |1 YCCKOSA3BIYHOW
BEpCUM cailTa v anek om ® AFMro ¢ Y 'DIS:
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O6BsaABIJIIEHUSA

ObbsiBNIleM O Havase MpuemMa 3asiBOK Ha y4acTue B 7-oM [lporpamMme AN nauveHToB B
pamkax ExeropsHown esponenckon KoHpepeHuuu VIHGOpMaLMOHHOM accounaumm no

nekapctBeHHbIM npenapatam (The DIA 2012 EuroMeeting)! bBonee noapobHyto
nHdopmaumio Bbl HangeTe 34echb

duHaHCMpoBaHWe HacToswen nybnukauum (OedATenbHOCTM) OCYLeCTBASETCA B
pavkax [Nporpammbl EBponerickoro Coto3a B obnactu  34paBOOXpaHEeHUs .
My6nukyemble MaTepuarnbl OTpaxalT WCKMHYATENBHO TOYKY 3peHust aBsTopa.
CroHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOMb30BaHWE copeplkallencss B HUX

MHopmaymmn. EURC eT‘yf IpH -v. © YCCKOA3bIYHOM
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Hoerle u4JjieHEl

IercTEBUTENILHEIE YJIEHBI

®pugpux Bererep LLUTuxtuHr (Friedrich Wegener Stichting)
Huaepnanabl

http://www.vasculitis.nl

npeAcCTaBAsieT: NALNEHTOB C AnarHo3om BackyamnT (Vasculitis)

AcCCOUMMPOBAaHHEIE UYJIEHEI

Joshua Hellmann Foundation for Orphan Disease

(®oHa Axxowya XennbMaHHa B NoAaepxKy 601bHbIX ¢ opdpaHHbIMKM 3aboseBaHUaMN)
[OHKOHI

www.jhforphandisease.orq/

npeACTaBAseT: NALNEHTOB C peaKknMn 3aboneBaHUaAMM

Accoumauma MPS foreningen Norge

Hopserus

mpsnorge@gmail.com

npeACTaB/seT: MaLMeHTOB C AnarHo3om mykonoancaxapunzaos (Mucopolysaccharidosis)

Bcepoccumckuin cotos nauneHTos — Pabouyasi rpynna no pegkvm 3aboneBaHusM
Poccuinckas Qegepaums

www.rare-diseases.ru

npeAcTaB/seT: NaLMeHTOB C peAkMMU 3aboneBaHNsIMU

duHaHCMpoBaHWe HacToswen nybnukauum (OedATenbHOCTM) OCYLeCTBASETCA B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX

MHopmaymmn. EURC eT‘yf IpH -v‘ © YCCKOA3bIYHOM
BEpCUM cailTa v anek om ® AFMro ¢ Y 'DIS:
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Opbaunile npenapaTsl

HoBrle HasBaHMSI B InepeuHe opdaHHEIX NnpenapaTos,
Cenrssbper 2011r.

Treatment of multiple myeloma
2,2'-{2-[(2R)-1-({[(2,5-dichlorobenzoyl)amino]acetyl}amino)-3-
methylbutyl]-5-oxo0-1,3,2-dioxaborolane-4,4-diyl}diacetic acid

Treatment of ovarian cancer
20-pentaerythritol poly (oxy-1,2-ethanediyl)-carboxymethylglycinate-
7-ethyl-10-hydroxycamptothecine 10-[1,4'-bipiperidine]-1'-carboxylate

Treatment of chronic lymphocytic leukaemia
Dinaciclib

Treatment of neuroblastoma
Eflornithine

Prevention of oral mucositis in head and neck cancer patients undergoing radiation therapy
Genetically modified Lactococcus lactis bacteria containing the human trefoil factor 1
gene

Treatment of ornithine transcarbamylase deficiency
Heterologous human adult liver-derived stem cells

Treatment of alpha-sarcoglycanopathy
Kifunensine

Treatment of beta-sarcoglycanopathy
Kifunensine

Treatment of delta-sarcoglycanopathy
Kifunensine

Treatment of gamma-sarcoglycanopathy
Kifunensine

duHaHCMpoBaHWe HacToswen nybnukauum (OedATenbHOCTM) OCYLeCTBASETCA B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX

MHopmaymmn. EURC eT\#f IpH 'v. ' YCCKOSI3bIYHOMN
BEpCUM cailTa v anek om ® AFMro ¢ Y 'DIS:

17


http://r20.rs6.net/tn.jsp?llr=qnbldb44&et=1104806560634&s=2462&e=001cJ3KUHivvn4e2IxAWXX9Evgisk04hPxmEnBZn-TTKpHb1fqxvQX-0XJeqjEyUDQ8eJxK7hbg2al6yyL1js6shuWz20vvDVHjk_XF02w1IYSLqurAUoNlmg==&id=preview

Treatment of pulmonary arterial hypertension
Macitentan

Treatment of traumatic spinal cord injury
NH2-Cys-Ser-Ser-Val-Thr-Ala-Trp-Thr-Thr-Gly-Cys-Gly-CONH2

Treatment of globoid cell leukodystrophy (Krabbe disease)
Recombinant human galactocerebrosidase

Prevention of graft rejection in pancreatic islet transplantation
Reparixin

Treatment of hepatocellular carcinoma
Resminostat

Treatment of amyotrophic lateral sclerosis
Smilagenin

Horrie nperapaTel, IIO0JIy4dMBIIME PEeIVCTPallMOHHOE
CBMIOETEJIBCTBO

Votubia

[everolimus]

Novartis Europharm Ltd
United Kingdom

What is Votubia ?
Votubia is a medicine that contains the active substance everolimus. It is available as
tablets (2.5, 5, 10 mQ).

What is Votubia used for?
Votubia is used to treat a type of brain tumour called ‘subependymal giant cell
astrocytoma’ (SEGA) in patients with tuberous sclerosis. Tuberous sclerosis is a genetic
disease that causes growth of benign (non-cancerous) tumours in different organs of the
body, including the brain.

Votubia is used in adults and children aged three years and above whose brain tumour
cannot be surgically removed.

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX

MHopmaymmn. EURC eTy’ IpH r‘ yCCKOSA3bIYHOMN
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Because the number of patients with tuberous sclerosis is low, the disease is considered
‘rare’, and Votubia was designated an ‘orphan medicine’ (a medicine used in rare diseases)
on 4 August 2010.

The medicine can only be obtained with a prescription.

®duHaHCcUpoBaHWe HacToswen nybnukauum (4esTenbHOCTU) OCYLLEeCTBRSETCS B
pamkax [porpammbl EBponerickoro Cow3a B obnactu  34paBOOXpaHEHUs.
My6nukyemble MaTepuarnbl OTpaxaltT WUCKMHYATENBHO TOYKY 3peHust aBsTopa.
CrioHcopbl He HecyT OTBETCTBEHHOCTM 3a WCMOfb30BaHWE copeplkallencss B HUX
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