****

¥

EURORDIS

RARE DISEASES EUROPE

Ob6ecneyeHue LLENOCTHOIO

JIMYHOCTHO-OPUEHTUPOBAHHOIO

yX0Aa, 4To6bl HUKOrO He
OCTaBUTb NO3aAM

ﬂ ‘i Bxuiaz, B yay4ieHre OBCeJHEBHOU XXU3HU

JII0JIel C peIKUMU 3a00/IeBaHUSAMU U UX ceMeit

Maii 2019 roga

eurordis.org/carepaper

Hexnapauus nosuuuu EURORDIS u ee ysienos


https://www.eurordis.org/carepaper

O EURORDIS - Rare Diseases Europe

EURORDIS —Rare Diseases Europe — yHUKanbHblii HeKOMMepUYecKui asbsiHC, obbeauHswWMit 6onee 8oo
opraHusauuii NaLuneHToB ¢ peAKkuMK 3aboneBaHUAMMU 6oNee YeM U3 70 CTpaH, KOTopble paboTaloT BMeCTe AJ1s
NoBbILWEeHNA KayecTBa XXU3HU 30 MUIJIMOHOB YeJ10BEK C peAKNMU 386OHEBaHVIF|MVI, XMBYLLNX B EBpone.

ObbesanHsAA NALMEHTOB, X CEMbW U NaLMEHTCKME FPYNIbl, @ TAaKXXe BCe 3aMHTepeCcoBaHHbIE CTOPOHbI U MObUN3Ys
coobuiectBo ntogelr ¢ peakumn 3aboneBaHusamu, EURORDIS ykpennsieT ronoc nauyMeHTOB C PeAKUMM
3aboneBaHMAMU U BAKUSET Ha GOPMUPOBaHME UCCIEA0BAHUM, NOANTUKU U YCIYT A5 NALUEHTOB.

EURORDIS paboTaeT B pa3Hbix cTpaHax U ¢ pasHbiMy 60/1€3HAMM A/19 NOBbIWEHUA KauyecTBa XXU3HU NII0AeN C
peAkumu 3a6o1eBaHUAMU.

Llenb EURORDIS - obecneueHve nyuyluiei >XXM3HU U Nyyllero JieYeHUs ANs JIl04eil C pejkumm
3aboneBaHusMM.

Mognuwmntech Ha (@eurordis wam 3anaute Ha cTpanuuy EURORDIS B Facebook. Jns nonyyenus 6onee
noApobHol nHopmMaLMmn noceTnTe Haw Beb-canT: eurordis.org.
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MeToA0B /sieyeHusd

B 3101 Aeknapaumu TEpMUH «IOAU C peaKuMu 3aboneBaHUAMU» O3HAYaeT /IloAel, CTpajaloWmx peakum 3aboseBaHmnem
VI XXUBYLUX C HEANArHOCTUPOBAHHbBIM C/I0XXHBIM/MHBaUAMU3UPYIOLWMM 3aboeBaHMeEM, a TakXKe YIeHOB cemei obenx
3TuX rpynn. TepMuH «yXaXkuBaioLiee NLo/yxXaXxuBatowwmii» B 3TOW Jek/lapalumn o3HayaeT YleHOB ceMeil.
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Llenb agexknapauumn

B aTOM AeknapaL M U310XKeHbI JaHHble O HeY/0B/1eTBOPEHHbIX MOBCeAHEBHbIX NOTPEOHOCTAX /I0Aen C pesKuMm
3abos1eBaHMAMM 1 YUNEHOB WX CEMe, KOTopble YacTo obecneunBaloT OCHOBHOM yXOZ, a TakxKe npeaJsioXeHne CUHTe3a
NOANUTUKM U peKoMeHZaL, 1l No obecneyeHmIo LLeI0CTHOr0 YX0/a 3a JI0AbMU € peAkuMuM 3aboneBaHnamMn. Ha npoTsaxeHnn
MHorumx sieT EURORDIS v ee uneHbl yyacTBOBaAM B MUCKYCCUAX CO BCEMU 3aMHTEPeCOBaHHbIMU CTOPOHAMM A/151 BbIPaboTKM

pELIJeHVIl‘/'I Mo uesIoCTHOMY yXoAy. Hale xenaHue — octaBaTbCA YacTbiO peweHus.

JaHHble CBUAETe/IbCTBYIOT O TOM, UTO JI0AM C peAKMMU 3a60/1€BaHMAMU U UX CEMbU MPOAO/KAIOT eXeJHEBHO
CTa/IKMBATbCSA C Cepbe3HbIMU NPo6ieMaMm B NOBCEAHEBHOM XXU3HU U couManbHOM uHTerpauumn. Heobxoammo cpoyHo

NPUHATL Mepbl A9 YAOBNETBOPEHUA UX NoTpebHoCTeN.

CtpemneHme EURORDIS - k 2030 rogy o6ecneunTb LieIoCTHbIN YX0Z4 AN 30 MUAJIMOHOB XMUBYLWKX B EBpone niogei ¢

peakmmu 3abos1eBaHUAMU U UX cemel.

Hawe cTpemMmsieHune — BuaeTb IIIOAEI‘;I C peakmmu 3aboneBaHnaMHU UHTEerppoBaHHbIMU B 06UJ,ECTBO, KOTOpoOe HuKoraa

Ha OCTaB/IA€T HUKOIro nNo3ajgu.

Bce 3anMHTepecoBaHHble CTOPOHbI BMECTE UMEIOT MNOoTeHLMan A8 NPOABUXKEHUS U3SMEHEHW, YYaCTBYS B
pa3paboTke HeOBXOAMMbIX CTPATErNIA, MOJUTUKM, 3HAHWIM, MHCTPYMEHTOB U CTabW/IbHOM OCHOBbI A5 MPOABUXEHUS STUX
npuoputeToB. Llesiblo Hallet feknapalum ABAsSeTCs CTUMY/IMPOBaHMWe 3TOr0 NpoLLecca, BblgeNB M PeKOMEH/0BaB 4acTb

cTpaTerui.

Kpome Toro, Mbl cuMTaem, YTo AOCTUTHYTbIE Y/yYLLEHWNS NMPUHECYT MOJIb3Y HE TOJ/IbKO JIIOASM C peAKUMu 3a60/1eBaHNAMM
M X CEMbAM, HO TaKXe MUIIMOHAM JIOAEN, XMBYLLMM C 4PYTMMU XPOHUHECKUMW COXKHBIMM
3260/1€BaHNAMU/MHBANNAHOCTLI0. Takue yayyLleHns NPUBEAYT K CO34aHMI0 6os1ee yCTONUMBBIX U SPPEKTUBHBIX CUCTEM

3/,paBOOXPAHEHMS U COLMaNBbHOrO obecneyeHuns, a Takxe NpUHeCyT 60/1bLLYH0 06LLECTBEHHYO NOJb3Y.

C npeaA/soXeHUAMU, NpeACTaBAeHHbIMU B 3TOM JeKkaapaLun, Mbl HAMepeHb! NogAepXaTb eBponenckme CTpaHbl B
peasv3auum HaLMOHabHbIX NJIAHOB MO peAkuM 3aboneBaHusaM, EBponelickux ocHOB couuanbHbiX Npae, KoHBeHUUn
o npaBax uHBaanAoB OpraHusauum O6bveguHeHHbIX Hauuii u Leneit B o6a1actu ycroitunsoro passutua OpraHusauum

O6beaunHeHHbIX Hauumi.

Tepken AHgepceH NaHH Jle Kam

(Terkel Andersen) (Yann le Cam)
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1 OCHOBHbIe NOJIOXKeHUA

(a) Hawa uenb No NoNHOULEHHOMY YXOA4Y A0 2030 roza

Ha cerogHsIlWHWA eHb 30 MUAIMOHOB eBpOMNenLeB, CTPaAaloWmUX peaKMMmu 3aboneBaHnAMY, a TakxKe
UneHbl UX cemeit (KoTopble 3a4acTyto 06ecneymBatoT OCHOBHOM YXO04) OCTAOTCS M30/IMPOBAHHOMN U MO
60/1blIen YaCTh UTHOPUPYEMOM YaCTbO HACENEHUS, UMEIOLLLEN OFPAaHNYEHHbIN 40CTYN K MHpopMaLum o
cBoMx 3a60/1€BaHUNAX M NPaBaXx, a TakXKe K IEYEHUIO. Y HNUX COXPAHSAETCS BbICOKMIM YPOBEHb
NCUXO0J10rMYeCKOM, COLMAIbHOM M SKOHOMUYECKOMN YS3BUMOCTY.

Liens EURORDIS — k 2030 roay o6ecrneuntb No/IHOL@HHbIN YX0Z4 ANfA 30

MWJIJIMOHOB NloZei c pegkumu 3a6oaeBaHMAMM U YeHOB UX cemeli B EBpone.

MonHOUEeHHBIN yX0g4 BKAOYAET B cebsi MOIHbIN CNeKTp JIeYeHns, colmaabHoro obecneyenus n
YZ,0B/IETBOPEHMS NMOBCEAHEBHbIX MOTPEOHOCTEN /II0AEN C peaKMMU 3a601eBaHUSAMM U YIEHOB UX CEMEN.

Halwa uesnb — MHTerpupoBaTh toAel ¢ peaKUMM 3a601€BaHUAMU U YNIEHOB UX ceMeil B 061ecTBo ¢
npeAocTaB/ieHMeM NOJHOLEHHOro yXoAa:

»  MOBbICUTb OCBEA0MJ/IEHHOCTb O nOTpEGHOCTﬂX TaKux mop,eﬁ U CBOEBpeMeHHO NpeAoCTaB/IATb UM
BblICOKOKa4yecTBeHHOe JieyeHne B COOTBETCTBUU C I10Tpe6HOCTﬂMM;

> MOBLICUTb AOCTYMHOCTb YX0AQ, fIeueHuns, obpasoBaHus, ycTpoiicTBa Ha paboTy, gocyra,
NCUXOIOMUYECKOI NOAAEPKKM U BCEX aCMeKTOB COLNA/bHOM MHTerpaLmm, npeoaones
cyuecTeylowue 6apbepbl;

> obecneunTtb ANA HUX NoJIHOoe COGIIIOAEHME npaB 4yesioBeKa Ha PaBHOVI OCHOBe C ApyrmmMmu
rpaxaaHamu.

.nIOAI/I C peAKVIM BaGOIIeBaHVIEM AOJIKHbI I/IHTerI/IpOBaTbCﬂ B OGLIJ,eCTBO, N HUKTO He A0J1DKeH OCTaTbCA
nosagu.

HaCTOﬂLLI,aﬂ A€Knapauna npusBaHa CTUMYAMpoOBaTb MNpouecc, KOTOprl‘/‘I obecneuunt A0AAM C pegknmum
3ab6oneBaHMAMMU AOCTYN K NONTHOLEHHOMY yXOoA4Yy.

Mbl OTAaeM [JO/XKHOe BCEM 3aMHTEPECOBaHHbIM CTOPOHAM 3a YCMexu, AOCTUrHyTble B MNoc/iefHue
secatunetus. OgHako pakTUUeCckue AaHHble NOKa3bIBalOT, YTO JIOAMN C PeAKUMM 3a60/1€BaHUAMMU U UNIEHbI
MX ceMel Bce elie CTaNKMBAIOTCA C CEpbe3HbIMU TPYAHOCTAMU B NOBCEAHEBHOM XU3HU U UHTErpaLuum B
obuiecTBo.

Hanpwumep, 85% ntoaeli ¢ peakumu 3a601eBaHUAMMU UCMbITBIBAIOT 3HAUYMTE/bHOE BAMsAHUe 3a60/1€BaHUSA Ha
pasHble acneKkTbl 340POBbs U MOBCEAHEBHOW XU3HU. HeyAMBUTENBHO, YTO OFPOMHOE KOIMYeCTBO (7 U3 10)
nogen ¢ peakMMu 3abosieBaHMAMM U UNEHOB UX cemell BblHYXAEHbl COKpauwatb ob6bem
npo¢deccMoHaNbHON AeATeNbHOCTU UM NOJIHOCTBIO OT Hee 0TKa3aTbCes, a Y 69% CHUXKAETCA AOXO4.

(b) Mouyemy Heobx0AMMO AeMCTBOBATL Cemyac?

HEO6XOAMMO He3aMeA/INTEeNIbHO OTPearnpoBaTb Ha CePbe3Hble HEYA0BNE€TBOPEHHbIE I'IOTpeGHOCTVI !'II'OAEI\/II C
peakmnMun 3a60/1€BaHMAMM N Y/IEHOB UX CEMEN. Aﬂﬂ 3TOro Tpe6yeTc;| LI,enOCTHbIl‘;I noaxoa Ha HayMOHa/IbHOM
n O6LI.I,EEBpOI'Iel‘;1CKOM YPOBHSAX, BKﬂIOHa}OLLI,VIﬁ B cebs nccneaoBaHnA, ANArHOCTUKY, AOCTYN K 1I€KapCTBEHHbIM
npenapaTtam, JIe4eHUIO N CoLnaNbHOMY yXoay. Y Bcex 3anHTepecoBaHHbIX CTOPOH CBOS BaXKHad poOJib.
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JelicTBoBaTh HEO6XOAMMO CceMyac No caeAyoWw M NpUYMHaM:

> Llenn B 061acTu yCTOMYMBOro pasBUTUA NPU3bIBAIOT K IPPEKTUBHBIM 06LLEMUPOBBIM AeACTBUAM,
KOTOpble NO3BO/IST OXBAaTUTb BCEX.

> EBponeickas ocHoBa coumnanbHbix npas (European Pillar of Social Rights) cosgaeT
npeanocbinky Ansa 6onee adpdeKTUBHOro 0becneyeHns CoLMabHbIX NPaB, PaBHbIX BO3MOXHOCTEN
W MHTerpaLmu B cTpaHax EBponeickoro cotosa.

» 24 EBponeickmx cnpaBoYHbIX ceTh 1 EBponeiickas ceTb peCypCHbIX LLEHTPOB MO peAKUM
3a60/1eBaHMAM MOTYT CTaTb N1aTPopMamm A cbopa 1 pacnpocTpaHeHUs MHPOPMALLUL 1
nepesoBbiX NPAKTUK.

> 25 rocypapcTB-uneHoB EC yXe NpUHAAN U peanunsyioT HaLMOHa/IbHBIN MJaH Mo peaKuM
3aboneBaHNAM.

» OpraHusauum, npejcTaBasiolme aloaen c peakMMmu 3aboneBaHMAMHU, rocyapCTBEHHbIe
opraHbl, MOCTaBIMKU ycAyr B cdepe 34paBoOXpPaHEHUS U COLMANLHOrO yXoa 1 npouue
3aMHTepecoBaHHble CTOPOHbI FOTOBbI MPUHATbL yY4acTUe M COBMECTHO paspabaTbiBaTb MOAUTUKM
nycayru.

(c) CaenaTb peasibHOCTbIO MOIHOLEHHbIW YXO4 AJA OAEN C
pesAknMM 3abo1ieBaHNAMM

CTpaTerml no obecneyeHuio NO/IHOLEHHOro "u UHTeErpMpoBaHHOIo yxoAa AN .l'llOAeVI C peagKnuMmum
3aboneBaHnaMHU AOJDKHa 6bITb OCHOBaHa Ha caejyroumnx KOMNOHeHTax, HOAPOGHO OMUCAHHbIX B
HacToslWeM AOKYMeHTe U HanpaBJ/IeHHbIX Ha OCyllecTB/ieHUue npeAcrtaB/ieHHbIX B HEM pEKOMeHAaLI,VIVI:

» KomnoHeHT 1. KauecTBeHHble M afeKBaTHble COLMaJIbHbIE YCYTU U NOJNTUKM
» KoMnoHeHT 2. IHTerpupoBaHHbI/ yXOA: COYeTaHWE JIeYeHUs U COLManbHOro yxoaa
» KoMnoHeHT 3. PaBHble npaBa 1 BO3MOXHOCTH:

o 6esbapbepHas cpesa, aBTOHOMHOCTb, AOCTYNHOCTb;

O aAanTUpPOBAaHHOE M YCTOWYUBOE TPYAOYCTPOICTBO;

O  OTCYTCTBUE AUCKPUMMHALMU: AOCTYM K PaBHbIM BO3MOXHOCTAM.

PykoBOACTBYACb STUMMU KIOYE€BLIMU MOMEHTaMU, Mbl CHUTAEM, YTO B C/IEAYIOLLMX C/TyHasnX MOXKHO
AOBUTLCA 3HAUUTEILHDBIX YAYYLLEHMWIA:

» Wcnonb3oBaHue L,eNOCTHOrO, UHAMBUAYAIBHOFO, MYJIbTUAUCLUNIMHAPHOIO, HEMPEPBLIBHOIO U
3aMHTepecoBaHHOro NOAX0Aa K OpraH13aLmm yxosa 1 NoaAepXXKu Kak Nlogei ¢ pejKuMm
3a601eBaHMAMMU, TaK U UIEHOB UX CEMEM;

» TpepocTaBiieHne NOCTaBLLMKaM YCAYT N0 yxoady MH$opMaLuum, nepeAoBbiX NPakTUK U CTpaTerui
Mo KOOpAWHALUM YXOAQ, NO3BOSIOLWMX YYUTLIBATb 0CODEHHOCTU peaKux 3abosieBaHu;

> D¢dekTUBHOE U CBOeBpeMeHHOe obecneyeHne MHTErpUPOBAHHONO YX0Aa B COTPYAHUYECTBE CO
3/,paBOOXPaHUTE/IbHBIMMY, COLMA/IBbHBIMU U O6LLECTBEHHBIMU YUPEXAEHUSMU U OPraHM3aLUamu,
npeACTaBASIOW VMU MHTEPECh! I0AeN C peakumu 3abosieBaHUaMY;

» CospaHue MeXaHU3MOB A/l pa3yMHOro BOBJIEYUEHUSA NIIOAEN C peAKMMU 3aboneBaHUAMU, Y1eHOB
UX cemell U opraHusaLui, NpeACTaBAsIOWMX UX UHTepechl, B pa3paboTky, BHeAgpeHue n
KOHTPOJIb MOJIUTUK U YCAYT;

> aq)q)eKTMBHbII‘;I ydyeT B COLMaJ/IbHbIX NOJIMTUKAX U NOJINMTUKaAX B OTHOWWEHNUU MHBA/INA40B
ocobeHHOCTel KOMMJIEKCHbIX COCTOAHUMN U MHBAJIMAHOCTU, TaKNX KaK pegkune 386OJ'IEBaHVIFI,'

» TpepocTaBieHue NOAAM C peAKMMMU 3aboneBaHMAMU U YneHaM ux cemeit MH$GopMaLum n
BO3MOXHOCTEWN A5 Yy4LLEHNS YCNOBUM KU3HMU.
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(d) Hawwn pekomeHgaumm

Y106bI CTUMYMPOBATL 3TU YYyULIEHUs, Mbl NpU3biBaem cTpaHbl EC, Bce eBponeiickue cTpaHbl 1 Bce
3aMHTepecoBaHHble CTOPOHbI B CEKTOPE 3/ paBOOXPAHEHMS 1 COLLMAJIbHOTO YX04a PacnpoCcTpaHATbL
HaCTOAL NN AOKYMEHT 1 ;eICTBOBaTb B COOTBETCTBMUN C PEKOMEHAAL UMY, U3/T0XKEHHBIMU HUXE.

Tosnbko BMecTe Mbl 0becneunm yxoA A5 BCEX 30 MU/IJIMOHOB eBPOMNeLeB ¢ peAKuMu 3aboneBaHUAMMN.
YT1obbl 06ecneunTb 3pPeKTUBHYIO peannsaLmio Nepeymnc/ieHHbIX Bbille yayylleHn, Mbl peKOMeHAYyeM:

1. MNonHocTblo Mcnonb3oBaTb MHCTPyMeHTbl EC n EBponelickue cetu gns obecneyeHus
NOJIHOLLEHHOTO YX0Aa /I0AAIM C peAKUMY 3a601eBaHMAMMN.

2. Cospatb 6naronpusaTHbIE NOJIMTMUECKME YCIOBUS HA HALMOHAIBHOM YPOBHE A/l o6ecneueHus
NOJIHOLLEHHOIO YX0Za /o AAM C peAKUMMU 3abosieBaHUAMM.

3. CobupaTb 1 pacnpocTpaHATb MHGOPMALMIO M NepeAoBble NPakTUKU ANA HaA/eXallero
yAOB/ieTBOpPEHUs NoTpebHocTel Nlogen ¢ pesKuMu 3a601eBaHMAMM U YNEHOB UX CEMel MyTeM
npeAoCTaB/eHUA CneLuanm3npoBaHHbIX N 06LLEeA0CTYNHbIX YCAYT.

L. BHeapuTb 0cobble MexaHU3Mbl 06ecrneyeHnst UHTErPUPOBAHHOMO YX0Aa AJ/If I0AEN C PeAKUMU
3aboneBaHUAMM.

5. lapaHTUpoBaTb pasymMHOe BOB/IeYUeHMe OpraHMsaLmii M NpeACTaBUTENEN NI0AEN C PeAKUMM
3abosieBaHMAMM B pa3paboTKy U BHeAPEHME NOSUTUK U YCAYT.

6 . BHeApMTb ocobble mMepbl nNo obecneueHuio No48M C peAKUMun 3a601eBaHMAMMU U UleHaM UX
cemeit AO0CTyna K Haj/ieXalum coLllajibHbiM yCyram U cpeacream COLI,VIaﬂbHOﬁ 3alinThbl.

7 - O6ecneuntb Nloaam ¢ peakumm 3a601eBaHUAMM NPUSHAHWUE U HaA1eXallyt0 KOMMEHCALUIO
MHBa/IMAHOCTM.

8. CosgaTb IOAAM C peAKMMU 3a601€BaHUAMU U YleHaM UX CeMel YCI0BUA ANA NONyUYeHUS
AOCTYNa K aAanTUpoBaHHOMY U YCTOMYMBOMY TPYAOYCTPOMCTBY.

9. BHeapuTb 0co6ble MeXaHM3MbI CO34aHMSA NIOAAM C PeAKMMU 3a601€BaHUAMM U YNIEHAM UX CeMei
BO3MOXHOCTe! A/ COTPYAHUUYECTBA C OPraHU3aLMaMu, NPeACTABASIOLMUMU UX UHTEPEChI.

10. YcTpaHuTb BCce BUAbI AUCKPUMMUHALMM, 06eCneymnTb NI0ASAM C pejKuMuy 3abosieBaHMAMYU A0CTYN
K couManbHbIM ycnyram, pabote, o6pasoBaHuIo U JOCYry Ha paBHOI OCHOBE C APYrvMM
rpaxxagaHamu.
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1 BansiHue peakunx 3aboneBaHu Ha NOBCEAHEBHYIO
XXU3Hb: NOHMMaHUe cneumPpunyeckux TpyZHOCTEN

CTo/IKHOBeHMe C pejKoi 60/1e3HbIO ABASETCA CI0XKHBIM U NepesIoMHbIM cobbITUeM Kak Ana 3aboneBlumx,
TaK U 419 X ceMen.

3A0poBbe, onpegensemoe BcemupHOW opraHusauuein 34paBOOXpPaHEHMS KaK COCTOSIHUE MOJIHOro
¢du3nuyeckoro, ncMxmyeckoro u coumnanbHoro 6aarononyuvsa’, ABHO NOCTaBAEHO MOJ Yrpo3y A/ 30
MUIJIMOHOB @BponenLLeB C peaKkumu 3aboneBaHUAMU U YIEHOB UX CEMel, KOoTopble YacTo obecneumBatloT
OCHOBHOW yX04, Ybsl NOBCeAHEBHas XWU3Hb, 61arononyyme 1 3aHATOCTb 3aTParMBalOTCA HaNpsAMYio.

BansHne peakux 3aboneBaHWn He MeHee 3HaUWUTEsIbHO, YeM Yy APYrux XpoHuyeckux 3abonesaHuit u
OrpaHuWyYeHni Bo3MoXHocTen . [lo cpaBHeHMIO C nauyuveHTamuM ¢ 6osee  pacnpocTpaHeHHbIMU
XPOHUYECKUMU 3abosieBaHUAMY /IIOAU C peAKUMM 3a60/1€BaHUAMU UMEIOT XyALlee KauecTBO XU3HU, a
Takxke TepsloT 6osblle B NjaHe MeAULMHCKOrO O6CNYXMBAHUA M COLMAAbHON U SKOHOMUYECKOM
AEeATeNbHOCTU?.

Peakue 3aboneBaHusa yacto 6biBaloT TAXKEe/IbIMUN, XpPOHNYECKMMU, OYE€Hb C/ZIOXKHbIMU,
WUHBaIMAUSUPYIOLWNMU, AereHEPATUBHBIMU U BbI3bIBalOW MMM CONYTCTBYOLW NE 3aboneBaHuA-. CYLLI,ECTBYET
6os1ee 6000 peakunx 3360}'IEBaHMI\/'I, M MHOrne noaun, ctpagarouwme ot peaknx n C10XHbIX 3a6OJ'IEBaHVIl\/’I,
OCTaKTCA HE ANArHOCTUPOBAHHbBIMU.

Bosibliol NPOLEHT Nlogel ¢ peagkuMK 3a601eBaHUAMU UMEIOT ABUraTesibHble, HEMPOCEHCOPHbIe UK
MHTeNNeKTya/IbHble HApPYLLEHUS, KOTOpble MOryT BO3HMKATb OAHOBPEMEHHO®. Bo MHOMMX Cilyyasx pegkue
3a60/1€BaHMs BAUAIOT Ha 34,0POBbE Ye/10BEKA U OrPaHNUYMBAIOT BO3MOXHOCTM B MOBCEAHEBHOM XU3HM, Aaxe
KOr/la OHM He CBA3aHbl C MHBAIMAHOCTbI0.®

CneunanbHoro neuyeHns AnA 6osblIMHCTBA peakux 3aboseBaHMil He cyliecTByeT, a CyliecTByloline
MeTOZbI IeYEHUS HE BCErga CnocobHbl MUHUMM3MPOBAThL BCE OC/I0XHEHMS, Bbi3biBaeMble 3a6onesaHnem?. B
pesynbTaTe 3TOro peAKMe 3ab0neBaHMSA CyWECTBEHHO BAMSIIOT Ha MPOAOIKUTENbHOCTb XM3HW® W
ABNAIOTCA NPUYMHOMN 3HAUMTE/IBHOTO YUCAa C/lydyaeB CMepPTU B PaHHEM BO3pacTe U MHBAJIMAHOCTM Ha
NPOTSXXEHUU BCEW XXU3HU Cpe/n HaceneHus EBponbl’.

JlaHHble NepBOro eBpONeiickoro onpoca o eXxeAHEeBHOM BAUSIHUM peAkux 3aboneBaHuit® «CoBmelleHme
YXOAa 1 MOBCEAHEBHOM XM3HM: MOMbITKA COXPAHEHWS PABHOBECUS /IOAbMM C PeAKMMU 3a601eBaHUAMM» 8
NoATBepPXAAlOT, YTO MNOCAEACTBUSA XXMU3HU C peAKUMU 3abo1ieBaHUAMM BbIXOAAT AasieKo 3a paMku cdepbl
3A0poBbA. 85% pecnoHAeHTOB YyTBEPXAAIOT, YTO pejkoe 3abosieBaHNe BAMUAET Ha HECKO/IbKO acnekToB
MX 3,0pOBbS U MOBCEAHEBHOM XU3HMU.

2 Onpoc 3000 yenoBeK ¢ peakMmu 3abonesaHUAMM U UX ONEKYHOB, NPOBEAEHHbIM No nHnumatiee EURORDIS Rare Barometer Voices
https://www.eurordis.org/voices B pamkax ¢puHaHcmpyemoro EC npoekta INNOVCare www.innovcare.eu. MonHble pesybTatbl A40CTYMNHbI Ha BE6-
cawite: http://bit.ly/SurveyRD.
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Onpoc nokasbIBaeT, YTO NOC/eACTBUA peAKuX 3abosieBaHUIA OKa3biBalOT BAMAHUE Ha NOBCEAHEBHYIO
AATENbHOCTLY, COuManbHO-IKOHOMUYECKYIO cdepy, ceMblo, 06pa3oBaHue, 3aHATOCTb U Apyrue cepbl
couunanbHOM MHTerpauum:

Pepkue 3a60/1eBaHMA OKa3bIBaOT cepbe3Hoe BInAHMe Ha noscegHeBHYHO
AeATeNbHOCTb

l'\
N Jltoam ¢ pegrumm 3a6oneBaHNAMM U X ONEKYHbI TPATAT 3HAUUTEIbHOE BpemA Ha
neyeHue 60n1e3HU U yxopz,

Bone3Hb OKa3bIBaeT cepbe3Hoe BAUMAHUE Ha 3aHATOCTb M banaHc mexay
PaboToii M INUHOM YKU3HDIO, a TaKXKe ABNAETCA CEPbe3HbIM 3KOHOMUYECKUM
6pemeHem

Cnocobbl neyeHus ABAAIOTCA KOMMN/IEKCHbIMU U CI0XKHbIMU B peannsauuun

G JTioan ¢ peakMMn 3aboEBaHUAMM U UX OMEKYHbI CTPaAatoT OT HEAOCTAaTKa
[| > MHpOpPMaLMU U OLLYLLAKOT, YTO COLMaJIbHbIE CYXK6bl N10X0 NOArOTOBAEHbI K UX
noanenKKe

3abos1eBaHNAMN U YXaXunBarowmnx sa HUMKM nuL,

6) MpucyTcTBYET CEPbE3HOE BAUAHUE HAa NCUXUYECKOE COCTOSIHUE JII0AEN C peaKnmm
N

KoHTposib 3abonesanua TpebyeT 3HaUUTENbHOTO BpeMeHu: 42% ntogen ¢ peAkumn 3aboneBaHUAMU U
YyXa>KMBaIOWMX 1L, Y4aCTBOBABLUME B ONPOCE, YKa3asu, 4To TpaTaT 60/iee 2 4YacoB B JeHb Ha AeUCTBUS,
cBfA3aHHble ¢ 60/1e3HbIO (HaNpUMep rurueHa, eyebHole NpPoLeAypbl), @ TPETb YXaXKMBAIOWMUX TPATAT Ha
Takue AeiicTBusA 6on1ee 6 HacOB B JeHb.

Kpome Toro, noau c pegknumu 3ab6osieBaHUAMU HYXXAAIOTCA B NOC/IeAyIOLLEM YXOA€e U NojJepKKe
PasNNYHbIX MEAULIMHCKUX PabOTHUKOB, YaCTO OT HECKOJIbKMX Pa3HbIX CMELMaINCTOB, a TakxKe
noaAepXKe CouManbHbIX paboTHUKOB M APYrMX COLMANbHBIX U MECTHbIX MOCTABIMKOB YCAYyr. 3T0 Takxe
MOXET BK/IO4aTb aZanTauuto, peabuimTaumnio, AHEBHOM YXOZ4, YXO4 Ha 40MY, JIMYHbIX MOMOLLHUKOB,
MoMoLLb coLManbHbiXx paboTHUKOB, aZanTUPOBaHHbIE LUKOJIbI 1

paboune MecTa, NCUXONOrMYECKYIO NOAAEPXKKY, COLMANbHbIE

Ha3HaYeHUsi U MHOroe Apyroe>.

HecMoTps Ha TO UTO cNOCO6bI yX0aa B eBPONENCKUX CTPaHax Cnocobol yXo4a O4eHb
OCTalOTCA OYEHb C/I0XHBIMU U pparMeHTUPOBaHHbIMM, C/IOXKHbI U
3HauUTe/IbHOE AOMO/HUTEIbHOE BpeMs TakxXe 3aTpaumBaeTcs

Ha OpPraHU3auMIO X043 BHe A0Ma (HanpuMep Ha OpraHu3aLmio 1 dparmMeHTUPOBaHbI
noceweHne NpuemMoB), 1 64% pPecnoHAEHTOB C 3TUM TPYAHO

CNpaBUTbCS.

HeyanBuTenbHO, 4TO MOpasnTeNbHOE YNC/IO — 7 U3 10 Ye/I0BEK C peAKUMU 3ab01eBaHUAMM 1
YXaXXUBaOWMX NNL, — 66111 BbIHY>KAEHbl YMEHbLUUTb U NPEeKPaTUTb CBOIO NPOodeCcCUOHaIbHYIO
AeATe/IbHOCTb, B TO BpeMs Kak 58% oTcyTcTBoBa/Au Ha paboTe 6onee 15 AHell B rogy,
npegLecTBOBaBLLEM OMPOCY.

Mpobembl € 3aHATOCTBIO U CNOCOBHOCTLIO CMPABASATLCS € PAa3NNYHBIMKU NOCNEACTBUAMM 3a60/1€BaHNS
ycyrybstoT s3koHoMMUYeckoe bpems: 73% pecnoHAEHTOB YTBEPXKAAIOT, YTO 3aTpaThl, CBA3aHHbIE C UX
3abosieBaHMeM, BbICOKM, a 69% Tak>ke CTa/IKMBAOTCA C COKpaLLeHUEeM J0X0/0B.

b MNosceaHeBHan AeATENbHOCTb — KOCHOBHbIE 33/1a4M NOBCEAHEBHOM KU3HM, TaKMe KaK NPUeM MULLM, MbiTbe, 0feBaHue, Nob30BaHMe
TyaneTom; NepeHocC 1 HECNOCOBHOCTb BbIMOIHATL 3TU AEUCTBUA YKa3blBAOT HA HEKOTOPYHO CTeNeHb 3aBUCMMOCTM U NOTPEBHOCTU B

nomowm»?’,
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[na MHOTMX, eC/in He ANA 6ONbLUMHCTBA N0 e C peAKMMM 33601€BAHUAMMU U YXAXKMBAIOLLMX 3@ HAMM L,
TaKoe TAXesI0e NoJIoXeHNe, Kak 6egHocTb, 6e3paboTuua, cTUrMaTM3aLmMsa U coumnanbHas U3oNALUs, — He
abcTpakTHble NOHATUSA, a NOBCeAHEeBHas PeabHOCTb, YTO AB/SETCSA NPAMbIM CNeACTBUEM UX
MEeANLMHCKOrO COCTOSIHUSA.

B pesyabTaTte 3TOro 4yBCTBO NOAABAEHHOCTU U HEYAOB/IETBOPEHHOCTU BCTPEYaeTCs B TpU pasa yalye
cpeau el ¢ peakumMmy 3a60/1eBaHUAMU U YXaXXUBAIOLLMX 3@ HAMU JIUL, 1O CPABHEHUIO C Hace/IeHUEeM B
yenom °. Takum o6pasom, 3abosieBaHMe 1 NMOBCEAHEBHbIE TPYAHOCTH OKa3bIBAIOT OYEBUAHOE CUIbHOE
B/IMSIHWE Ha NCUXUYEeCcKoe 340poBbe M 61arononyume, YTo BefeT K OrpaHUYEHHbIM nepcrnekTuBam
couManbHOM MHTEerpauum.

CoueTaHue peAKoCTH, CI0OXKHOCTU U OTCYTCTBUSA 3¢¢eKTMBHbIX MeToA0B Jie4eHusa cosjaer
AONOJIHUTEe/IbHbIe I'IpOGIIeMbI B obecneueHuun LLeZIOCTHOro yxoAa, NOoCKO/IbKy CTaHAapTHbIE yCyrn
AOCTAaTO4YHO FVI6KM, yTObbI Y4nTbiBaTb HeobblYHble I'IOTPEGHOCTVI. Bo mHormnx cNyyanax cepbe3sHble
MeAULUMHCKUe, ncuxosiornyeckme u counasbHblie ﬂOTPeGHOCTM OCTaloTCA Hey40B/IeTBOPEHHbIMU.

CeroaHs noAm, XX1BYLLMe C peaKUM 3abosneBaHneM: AeTH, B3pOC/ble, MOXUJIbIe NI0AMN U yXaXuBaloLue
3a HUMM 1MLa (60/1bLIMHCTBO KOTOPBIX COCTAB/IAIOT KEHWMHbIY), CTAHOBATCH UCK/IIOYEHHBIMU W YaCTO
HEBUAUMBIMM U UMEIOT Masio MHPOpMaLMK o cBoeit 60/1e3HU M NpaBax, HEMHOIO cNocoboB leyeHuns 1
BbICOKUI YPOBEHb NCUXO/IOrMYECKOM, COLNAIBbHOM Y SKOHOMUYECKOW YA3BUMOCTH.

Jlyu u Mamee, mbiweyHas ducmpogus bekkepa, ®paHyus

1
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2 MpuHATME Mep MOXET CYLLECTBEHHO YAYUYLIUTb XXU3HU
MUJIJIMOHOB Jl0Ael C peaKMMU 3aboseBaHUMAMU B
EBpone

Llenbto EURORDIS saBnsieTca obecneyeHue LeIOCTHOrO YX0Aa 30 MUIJIMOHAM /iloAel ¢ peAKUMMU
3aboneBaHusaMuU B EBpone u ux ceMbsiM K 2030 roay.

MbI cTpeMUMCcs K TOMY, UTO6bI II0AM C peAKUMM 3a60/1€BaHUAMM U UX CEMBU ABJIAINCH YaCTbIO
obuiecTBa, ocosHaloLwero ux notpebHocty, a¢pdpekTUBHO U CBoeBpeMeHHO obecneumBaloLLero
BbICOKOKAUYeCTBEHHbII NepCOHAM3UPOBaHHBIN YXOZ U YCTpaHsoLero ¢pakTopbl, NpensTCTByOWMe JOCTYNY
KO BCEM acreKTaM CoLaibHOM UHTerpaLum.

Hawa yenb — MHTEerpauusa J"OAEI‘/’I C peagkumm 3aboseBaHMAMMU B 06U.l,eCTBO, He OoCTaBJ/idloLlee HUKOro 6e3
BHUMaHUA, 4YTO6bI OHW MOrAN MNOJIHOLUEHHO MCNO/Ib30BAaTb CBOU OCHOBHbIE NPaBa YeN0BeKa HapaBHE C ApyruMu
rpaxxgaHamMmun.

Mebl oTg2eM A0/1KHOE BCeM 3aMHTepeCcoBaHHbIM CTOPOHaM 3a Nporpecc, 40CTUrHYTbIA 3a NociegHune
Aecatunetus. Brarogaps BaxHbIM 40OCTUXEHUSAM B 06/1aCTU lIedeHns pedkux 3aboneBaHuin — oT
NCCNeA0BaHNI U AMArHOCTUKM 0 40CTYNA K JIEYEHMIO U CMNEeLNaM3NPOBaHHOM MeA ML MHCKOM NOMOLLMN —
oAU € pegKkuMu 3a601eBaHMAMM Tenepb MMEIOT 60/1bLLYI0 NPOJOKUTENBHOCTb XXU3HU.

OaHaKo ceryac Bce el e akTyaseH TOT GakT, 4To ledeHre n aganTauyns/peabuantayms npu peakmx
3ab0/1eBaHMSAX CyLLECTBEHHO Pa3/IMYaOTCSs MO UX JOCTYMHOCTU U KaYeCTBY B 3aBUCMMOCTU OT CTPaHbI-
y4acTHULbI 1 pernoHa3. Kpome Toro, AaHHbie CBUAETE/IbCTBYIOT O TOM, YTO B @éBPOMNENCKUX CTpaHax Jilogu
C pegkumm 3a601eBaHUAMM U UX CEMbU, KOTOPbIe YacTo obecneunBaloT OCHOBHOM YX04, CTa/IKUBalOTCA C
cepbe3HbiMU NpobeMamu B NOBCeAHEBHOM XXMU3HU U COLMaIbHOM UHTErpaLuu.

dkcnepTHas rpynna KOMUCCUMM Mo peAKUM 3a60/1eBaHMAM 3asiBASIET, YTO HECMOCO6HOCTb YA,0BETBOPUTD
3TU cepbe3Hble coLUaNbHble NOTPe6HOCTU 3aTparuBaeT UX AOCTOMHCTBO, CAMOCTOSATE/IBHOCTb U Apyrue
OCHOBHbIe MpaBa YesI0BeKa, OTpaxeHHble Bo Bceobuel geknapaumm npas yenoseka 1 KoHBeHL UM

Opranusau i O6begnHeHHbIX Hawuii o npaBax MHBaANA0B’.

HeobxoAnMO CpOYHO NPUHATL Mepbl AN YAOBAETBOPEHUSA 3TUX noTpebHocTel. —lMpuwno Bpems
AencTBoBaTb — cenyvac, Korga:

e  uenu B 06/1acTM YCTOMUMBOrO PasBUTUA NPU3bIBAIOT K 3G HEKTUBHBIM F106a/1bHbIM
AencTBUAM A5 60pbbObl € COLMaNbHBIMU TPYAHOCTAMU U 0becneveHns BHUMAHUS KaXA0MY;

o EBponeiickue ocHOBbI coLMasIbHbIX NpaB NPoK/1aAbiBaloT NyTb EBponelickomy coto3y 1 ero
yseHaM A1 6osee 3pdeKTUBHON peann3aLmmn coLnanbHbIX NPaB, PaBHbIX BOSMOXHOCTEN U
COLMaIbHOM MHTErpaLmu aas rpaxaan EC;

e  co3gaHbl 24 EBponeiickue MHpopMaLMOHHO-CNPaBoOYHbIe CeTH Mo peAKnM 3a601eBaHUAM U
EBponeiickas ceTb pecypCHbIX LIeHTPOB Mo peAKMM 3a60/1eBaHUAM, KOTOPbIE MOTYT
ZeNcTBOBaTb B KavyecTBe N1aTpopm A5 cbopa 3HaHUIN 1 MEPES0BOrO OMbITa B OTHOLUEHUN
OpraHM3aLMn LLe/I0CTHOr O JIeYeHNs peaKux 3aboseBaHni;

e B HacToOsilL,ee BpeMs 25 CTpaH — YieHoB EC NpUHANM HaLMOHaNAbHBIN NAaH UK CTPATErunto No
peAKuM 3a60/1€BaHUAM U HaLLeleHbl Ha UX Peann3aL Mo M MOHUTOPUHE. JucKyccum o
Hey/10BIeTBOPEHHbIX MOBCEAHEBHbIX MOTPEOHOCTSAX OCTAOTCS Ha MOBECTKE AHS
60/1bLIMHCTBA HaLMOHAa/IbHbIX KOHpEPEHL MM MO peAKnM 3ab01eBaHUSM;

°  opraHusauuu, NnpeacTaBAsioLMeE N0AeN C peaKMMU 3a601eBaHUAMU®, FOCYAapCTBEHHbIE
opraHbl, NpeACTaBUTE/IN MOCTABLYMKOB MEAULIMHCKUX U COLANbHBIX YCNYT U Apyrue
3aMHTepecoBaHHble CTOPOHbI FOTOBbI COTPYAHUYATb AJIi COBMECTHOIO CO3/aHusA NepeAoBbIX
MeToA0B, 0becneynBaloLLMX Peann3aLLmIo LLeJIOCTHORO YX0Aa 3a II0AbMU C PEAKUMU
3aboneBaHuAMY;

°  opraHu3auuu U NpeACTaBUTENN NtoAel C peAKUMMM 3aboneBaHUAMY 06beMHEHDI B
CWIbHOE JiBUXEHWNE, FOTOBOE Y4acTBOBaTb B Ka4eCTBE PaBHbIX NapTHEPOB B COBMECTHOM
CO32aHWM NOJINTUKU U VCAVT.
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Ans noasaepxku neyeHus peakux 3abonesaHuii paspabotaHbl cepbesHble CTPYKTYpbl. OHU AO/IKHBI
COXpaHATbCA, CaMUX NO cebe ux He40CTaTO4YHO. Bce 3auHTepecoBaHHble CTOPOHbI AO/IXKHbI AeN1laTb 6osbLie
Ans obecneuyeHus Toro, uTobbl eBponeiickue cTpaHbl 3¢ppekTnBHO paspaboTanu U BHeAPUAM NOJUTUKU U
YC/yTy, rapaHTUpYIOLLUe LLe/IOCTHBIN yXog ANS II0Ael ¢ peAKuMU 3aboneBaHuamu.

CoobuecTBo NtoAel ¢ peakMMu 3a601€BaHUSAMM NPU3bIBAET BCE 3aMHTEPECOBaHHbIE CTOPOHbI NPUHATHL
Mepbl Ha OCHOBE peKOMeHAALMI, U3/I0XKEHHbIX B 3TOWN Aeknapauuu. H1 04MH U3 MUNJIMOHOB
eBponeiueB ¢ peakum 3abosieBaHMEM He A0J/1KeH ocTaTbes 6e3 BHUMaHus. Mpuwno Bpems AeincTBOBaTb.

Bce 3anMHTepecoBaHHble CTOPOHbI A0/KHbI MOMHUTb, YTO, Kak 3TO 6bl10 cpopmyanpoBaHo EBponerickoln
KOMUCCUeW, MHOrMe «pejkie 3ab0/1eBaHNA COBMECTUMbI C HOPMa/IbHOM XM3HbIO, €C/IN OHU
AVArHOCTUPYIOTCS BOBPEMS M KOHTPONMPYIOTCA A0/KHBIM 06pasom» . CBoeBpeMeHHas 1
cneuuanansMpoBaHHas AUarHOCTMKa U METOAbI IeHEHUS, OCHOBaHHbIE HAa UHAMBUAYAIbHBIX
noTpe6bHOCTAX, NOBbICAT YyPOBEHb CAMOCTOATE/IBHOCTU U y4aCTUSA B XXM3HM obLiecTBa Kak Atogei ¢
3aboneBaHMAMM, TaK U yXaXUBaIOLWMX 38 HUMU UL,

Moaenu yxoga 3a nt0gbMu € peaKUMM 3a601€BaHUAMU TakKe MMEIOT NOTeHLMa UCMO/Ib30BaHUS
60/1bIIMM KOIMHECTBOM /IO C APYrUMU CI0XKHBIMU XPOHUYECKUMM 3a60/1eBaHUAMM U
MHBA/NIMAHOCTBIO. TakMM 06pasoM, y/yylleHHbIE MOAEN YXO0Aa 33 IO bMU C peAKUMU 3ab0/1eBaHNAMMU
ByayT cnocobcTBOBaTH CO34aHMUI0 60n1€e YCTONUNBBIX U 3P PEKTUBHBIX CUCTEM 34PaBOOXPaHEHUS U
coumanbHoro obecneyeHus. ITo TakKe MPUHECET 3HAUUTE/IbHYIO OBLLECTBEHHYIO N0/1b3Y, He MO3BO/IUB
MWIJIMOHAM FPaXKAaH CTONKHYTbCA C ele 60/blueit yA3BUMOCTbIO C TOUKM 3peHUs 340POBbSA U
coLMaNbHOMN YA3BUMOCTH, @ TaKXe YBEANYUT UX yHacTMe B 0614eCTBEHHOW XXM3HU U NMOBBLICUT
nepcneKkTUBbI 3aHATOCTMU.

MNMocpeacTBOM NpeA/IoXKeHUI B 3TOM AeKapaLun Mbl HAMepeHbl OKa3aTb NOAAEPIXKKY €BPONenckKum
CTpaHaM B peasvM3auun HauMOoHa/bHbIX NJ1aHOB Mo peAkuM 3aboneBaHusmM, EBponeiickMx ocHoOB
coumnanbHbix npas, KoHBeHL MM 0 npaBax MHBanugoB OpraHusauyumn O6beanHeHHbIX Hauwii u Lieneir B
obnactu yctoitumeoro passutus OpraHusauum O6begmHeHHbIX Haumii.

Llenbu u Telinop, cuHOpom SiiHOmcenmeHa, CLUA
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3 Hawwu pekomeHgauum

EURORDIS u ee unensl ONMNPAIKOTCHA HA:
v Bceoblylo geknapauuio NpaB YesI0BeKa;

KoHBeHuuio OpraHusauumn O6beanHeHHbIX Hauuii o npaBax UHBaAnAoB;
Liesin B 061aCTH YCTOWUMBOrO pa3BUTUS;
XapTuio ocHoBHbIX NpaB EBponeiickoro cotosa;

EBponelickme 0CHOBbI COLMasbHbIX NPaB;

NN NN

pekomeHgaLnun 3Kcnep'r|-|oi/'| rpynnbl KOMUCCUU NO peAKUM 3aboneBaHuaAMm ANA noaAepiXKu
BK/IlOYE€HUSA pejKUx 3aboneBaHui B couuajibHblie yCnyru u noJINTUKY;

v HalMOHa/ibHble NJIaHbl U CTPATErnn No peAKum 3aboneBaHuaAM.

EURORDIS u ee unenbi MPU3bIBAIOT EC 1 Bce EBPOMENCKUE CTPAHDI obecneunTb, 4TO6bI
JIoAm € peaKMMU 3a601eBaHUAMU U UX CEMbU He OCTanucb 6e3 BHUMaHWSA COTrIacHO MOJIOXKEHUSAM,
YCTaHOBJ/IEHHbIM B BaXKHbIX r/106a/1bHbIX eBPONEeMCKUX U HaLMOHaAbHbIX 06WMX NpUHLMNaXx.

Mol CYUTaeM, YTO 3HauuUTe/ibHbie yaydlleHUsa MoryT 6bITb AOCTUTHYTbI, ecin:

4 yXo4 v nojaaepixka GYAYT OpraHusoBaHbl B paMKaxX LEe/NI0CTHOro, JIMYHOCTHO-OPUEHTUPOBAHHOIO,
MHOroagucuun/iMHapHoro, HenpepbiBHOro un HeGEBY'«'IaCTHOFO noaxoAa, y4dutbiBalollero Kak camoro
yesioBeKa C peaKum BBGOHEBaHVIEM, TaK U Y1€eHOB ero cemMbu;

v NOCTaBLYMKM YC/IYT B pa3HbIX cekTopax 6yayT 061a4aTb 3HaHUAMM, NepesOoBbIM OMbITOM M CTpaTerusiMmn
KOOPAVHALMM MOMOLUM, NMO3BO/ISIOLLUMUN UM YYUTBIBATL OCOBEHHOCTM peAKmX 3a601eBaHMY;

v 6ypeT a¢pdeKTMBHO U cCBOeBpeMeHHO 06ecneumBaTbCs MHTErpUPOBaHHbINA A0/IFOCPOUHbINA YXOZ Npu
COr/1IaCOBaHHbIX JENCTBUSX OPraHOB 3/ paBOOXPaHEHUS, COLMabHBIX M 0BLLECTBEHHBIX CTY>K6 1
OpraHu3aLui, NpesCTaBsoWmX N0A4eN ¢ peAKMMU 3aboneBaHUaMY;

v 6yAyT co3faHbl MEXaHU3MbI A1 COAEPKaTe/IbHOrO BOBJ/IEUEHUS JIt0Zel C pegkumMu 3a60/1eBaHUAMU U
npeACTaBASAOWMX UX OpraHU3aLmii B paspaboTKy, peanmnsaLmio ¥ MOHUTOPUHT MOJIUTUK U YCAYT;

v/ coumanbHas NoaUTMKa U MOJUTUKA B OTHOLIEHUM MHBANUAOB 3¢ deKTUBHO By AyT yunTbIBaTh CNeuupuKy
TaKUX CNIOXHbIX COCTOSIHWIA 1 OrPaHNYEHMIN BO3MOXHOCTH, Kak peakue 3abosieBaHus;

v nioAv ¢ peakMMm 3a6on1eBaHUAMM M UX ceMbM By Ay T UMeTb MHpOPMAaLIMIO U NOAAEPIKKY AN MOHUMaHUA
M KOHTPOJIA CBOEro COCTOSIHUA.

Utobbl 06ecneuntb 3¢ PpekTnBHble usmeHeHuns, EURORDIS u ero uneHsl PEKOMEHAYOT:

1. HOJIHO].[EHHOC HUCIIO/1b30BaHNE€ UHCTPYMEHTOB ECu eBPOHefICKHX ceren AL obGecneyeHusn
EeJIOCTHOTIO yXOJ4a ITPpH pPeAKHNX 3a00/IeBaHuAX

v Bce npeanaraemble 3aKOHOMPOEKTbI U peKOMeHAaLMK, co3jaHHble Ha 6a3e EBponeiickux ocHoB
couuanbHbIX NpaB, AO/DKHbI YUUTbIBaTb cnieuuduyeckme notpebHoCTH ntoaein c peaKMMu
3aboneBaHMAMY, yXaXKMBaIOLWMX 32 HAMMU JINL, U A PYTUX JINL, CO CIOXKHBIMU
3a60/1€BaHUAMU/MHBANNAHOCTBIO. «CoLManbHan CUCTEMA OLLEHKM» JOJIXKHA NPEAJIOXUTb YeTKme
MHAMKATOPbI U MHCTPYMEHTbI MOHUTOPUHIE, CNocobcTByowwme 3PPeKTUBHBIM U3MEHEHMAM MOJUTUKMU.

v cywecTBylowme MexaHusmbl EC 40KHbI NOAAEPXUBATb BBEJEHWE COLMaIbHBIX YCAYT U
MHTErpUpOBaHHOIO A0JIrOCPOYHOrO YX0Aa AN Nlogen C peAKUMU 3a601eBaHMAMM, YXAXKMBAIOLLMX 33
HUMU JIUL, U 4 PYTUX JIMLLAMK CO C/IOXKHBIMU 33601€BaHUAMMU/UHBANINAHOCTLIO:

o Heobxoaumo obecneueHue AMHUIA M Nporpamm GpUHAHCUPOBaHUSA B paMkax MHoroneTHei
¢$MHaHCOBOI pamMOYHOM NporpamMmmbl A/ NOAAEPXKU ceTeld U UHHOBALMOHHbIX MPOEKTOB B
macwrtabax EC, koTopble NO3BOASIIOT CTpaHaM-41eHaM EC cOBMeCTHO co34aBaThb 1 NepeAaBaTh
nepesoBOW OMbIT M MIHHOBALMOHHBIE MOAEN YXOAJ;
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O  eBponeickue CTPYKTYpPHbI€ U UHBECTULMOHHBIE POHAbI JO/DKHBI AeNCTBOBATb Kak
AOCTYMHBIA M COOTBETCTBYIOLUI NOTPEBHOCTAM MexaHW3M A/ 3G deKTUBHOM NOoAAEPIKKN
CTpaH-y4acTHU1L, A/l NepeBOAA YCMeLWHbIX ¥ UHHOBALMOHHBIX MUIOTHBIX MPOEKTOB B Chepy
CTaHAAPTHbIX y1yr. TpaHCrpaHWYHas JeATeNbHOCTb, Takas Kak eBponeiickue naathopmbl,
AOJDKHA NoAAepPXKMBATbCA NporpaMMaMm GMHAHCUPOBAHUSA B paMKax eBPONenckux
CTPYKTYPHbIX U UHBECTULIMOHHBIX POHA0B, NOAAEPXKMUBAIOLMUX COTPYAHUUECTBO MEXAY
cTpaHamy;

O  eBpOMEeMNCKU1 ceMecTp A0J/DKEH UCMOJIb30BaTh KakK CPeACTBO As pa3paboTku u peannsaumm
Hagnexallei counanbHOW NOMTUKMN U MOUTUKM 3aHATOCTU Ha HaLMOHAIbHOM YPOBHE;

o PykoBoaswas rpynna EBponeiickoit KOMMCCUM MO yKpenaeHuio 340POBbS,
npodunakTuke 3abosesaHuit n 6opbbe ¢ HenHPpekyMOHHbIMM 3aboneBaHMAMU AODKHA
NpUMHUMaTb BO BHUMaHUe npobaembl ilogeit ¢ peAKMMY 3a601eBaHUAMU U pearupoBaThb
Ha HUX.

v HauuoHanbHble 1 eBponeiickue opraHbl 40/KHbI 06ecneunTb GUHAHCOBYIO U CTPYKTYPHYIO
noaAepXKy ANS rapaHTUM YCTOMUMBOCTU o6l eeBponeickmMx naaTt$opm, KoTopble cobupaloT u
06MeHMBaIOTCA 3HAHMAMM U NepPeSoBbIM OMNbITOM B 06/1aCTW pesKux 3a60/1€BaHNM, TaKMX KaK
EBponeiickue cnpaBoyHble ceTn, EBponeiickas ceTb pecypCcHbIX LLEHTPOB MO peAKUM
3abosneBaHusam 1 Orphanet. Heobxogunmo co3gaTe 6aaronpusaTHyto cpesy AN UHTerpaLmm 3Tux
MHULMATUB C HALLMOHA/IbHbIMM CUCTEMAaMM 3 PaBOOXPaHeHUs U colManbHOro obecneyeHus.

2. Co3paHue 6/1arONPUATHON MOTATHIECKOM CPe/ibl HA HALMOHAILHOM YPOBHE JIJIsI e TOCTHOTO
JIeYeHUs PeAKUX 3a00/1eBaHui

v’ Bce HaLMOHa/IbHbIe M1aHbl M CTPATEr MK B OTHOLIEHUW PeAKMX 3a60/1€BaHNIA 4OJIKHbBI BK/IOYATb
NOIOXEHWS, KOTOPble MO3BO/IAT JIOAAM C PeAKMMU 336071€BAHUAMM M YXAXKMBAIOLLUM 33 HUMM IMLLAM
No/ly4aTb CBOEBPEMEHHYIO U HAANEXALLYIO UHTErPUPOBAHHYIO MEANKO-COLMAbHYIO NMOMOLLb,
couMasbHble YCAYTU U COLMabHYIO 3aLuTy. OHM A0/IXKHBI BKIOYaTb MeXaHWU3MbI MOAAEPXKKU TaKUX
HaLMOHa bHbIX OpraHU3aLuii No peakum 3a6oneBaHUAM, Kak OpraHUsaLm rpaxxgaHckoro obuecTsa,
3aHMMatowmecs paspaboTkoii, peaavsaumeiri K MOHUTOPUHIOM noanTukulycayr. Mocne obHoBAEHUSA U
OLLeHKU HaLMOHa IbHble NaHbl A40/XXHbI MPOUTHU COLMaNbHYIO MPOBEPKY.

v' EBponeiickue CTpaHbl 40/HKHbI PEaIN30BaTbh KOHKPETHbIE MexaHU3Mbl Ans obecnedeHus
KOOPAVHALMUM MeXAY CeKTOPaMu HaLMOHaNbHOM NOIUTUKM B PaMKaX MeXANCLMUMIMHAPHOTO
noAxoAa C Np1B/AeYeHNEM MUHUCTEPCTB 34PaBOOXPaHEHUs, COLMANbHOM 3alUThbl, TPYAQ,
obpasoBaHuA U uccnegoBaHuin. Tpebyetcs cosgaHne MeXBeAOMCTBEHHbIX pabounx rpynn u o6 mx
6l04XeToB.

V' Heo6x0AMMO BHejpeHMe MeXaHU3MOB YCTOYMBOro pasBUTUA, KOTOpbie 6yAYT AOCTYMHbIMU ANA
rocyapcTBeHHbIX OpraHoOB, OpraH13aLuii rpaXxaaHckoro obuLecTea u NOCTaBLUKOB YCAYT A5
obecrneyeHus LLeIOCTHOO yX0Aa.

Gununn), HecosepwieHHbIl ocmeoeeHe3s, epmaHus
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3. COop u pacmpocTpaHeHNe 3HAHUI U TePeJOBOr0 OMbITA IS JOJDKHOTO
YAOBIETBOPEHMs MOTPEOHOCTEM MI0aeil ¢ peKUMH 3a00IeBAaHUAMH U
YXQOKHUBAWIIMX 32 HUMH JINL, CIIeAATU3UPOBAHHBIMYU U OOLIAMH CTY>KOAMM.

v EBponeiickue CTpaHbl A0/XKHbI MPU3HABaTb M NOAAEPXKMUBATb CYLLECTBYIOLWME SKCNEPTHbIE LEEHTPbI
no peAkumM 3a6os1eBaHUAM, HaLlMOHA/IbHbIE CPABOYHbIE CETH, PECYPCHbIE LIeHTPbI, OpraHnsaumum,
npeAcTaBasiolwue nlogei ¢ pegkumm 3aboneBaHnsamu, u komaHabl Orphanet, Utobbl MakcMMasibHO
MCMO/Ib30BATbL MX OBLLIMPHbIE 3HAHWS 1 OMbIT 4151 NOBbILEHWS KAYeCcTBa 06CNyXMBaHMS,
NpeAOCTaBASEMOro C1yX6aMu CreLMann3MpoBaHHOMO U CTaHAAPTHOIO YXOAa. 3T Cy>K6bl 4,0/IKHbI
BbITb HagnexaL MM obpasom obecrneyeHbl NEPCOHANOM U pecypcamm 4151 BbINOJIHEHWS CBOEM MUCCUN.

v/ EBponeickue CNpaBoYHble CETU M BXOAALMNE B MX COCTAB NOCTABLMKN MEAULMHCKUX YCAYT
AOJDKHBI NPOA0/MKaTb pYyHKLMOHMPOBaTL B KauecTse naatdopmbl 415 c6opa u pacnpocTpaHeHus
AQHHbIX, Nepe0BOro onbiTa U peKoMeHAauuii B 061acTy 34paBooXpaHeHus 1
MHTErpUpOBaHHOIO YX04a A/S NI0AeN C peaKuMu 3ab60NeBaHUAMM B COTPYAHNYECTBE C
OpraHun3aLuaMu, NPeACTaBASOWMMU 04 eN C peaKnMU 3aboneBaHNaMN.

v [lo/mKHbl pa3pabaTbiBaTbCs U NPOBOAUTLCA TPEHUHI U A NOCTABLYMKOB MEANLIMHCKUX W
coLMa/ibHbIX YCNYT Ha OCHOBaHUM OMbITa CMeLLNaan3npoBaHHbIX C1yxb 1 opraHusalmi,
npeACTaBASIOWMX oA el ¢ peaknumm 3abosieBaHNAMU. OHU J0/1XKHbI PacLLMPATL BO3MOXHOCTH U
MOBBILIATL 3HAHWSA CrelMaamcToB B obaacTu 3aboneBaHui, Npas ogew ¢ peakiMu 3aboseBaHUAMN U
yXaXuBatoLLUX 3@ HUMM UL, JOCTYMHbIX PeCYpPCOB M HaA1exall el NpakTUKK yXoaa.

v EC n eBponeiickme cTpaHbl A0/XKHbI -—

npoAo/KaTh NOAAEPXKMBaTb
NUNOTHbIE NPOEKTbI B Ka4yecTBe
reHepaTopoB Nepe/0BOro onbiTa 1
MHHOBALMOHHbIX ycayr. IM 40/1KHO
BbITb Bbl€/1EHO BPEMS 4151 UX
pa3paboTok, peasM3aLLnm 1 OLLeHKM
JONrOCPOYHOrO BO34eNCTBUS, UTOObI
cobpaTb kauecTBeHHble cBeAeHuns 06
X MPSIMOM 1 06l eCTBEHHOM

abodexTe.

v" CoumanbHO-3KOHOMUYECKUE
uccnepoBaHus B 061acTu pegkux
3aboseBaHM AO/KHBI
NoAAEPXKMBATLCA Ha HALMOHANBHOM U Xopxe u Mapus, cuHdpom [padepa-Bunnu, Mekcuka
€BpOMNencKoM YPOBHSAX, YTOObI
CnocobCcTBOBaTL NMPUHATUIO peLleHni o pedopmax B chepax 34paBoOOXpaHEHNSs U UHTErPUPOBAHHOMO
YXO0A3, @ TakXe B COLManbHoOM chepe.

4. BHe,Z[PEHI/Ie KOHKPETHBIX M€XaHU3MOB, 06ecneana10mnx I/IHTEI'PI/IPOBHHHI:Jﬁ yXom mpu
pPeaxKux 3a00/IeBaHuAX

v/ EBponeincKue CTpaHbl 40KHbI COAEUCTBOBaTb KOOPAMHALMU U B3aUMOAEUCTBUIO MEXAY BCEMU
CTOpPOHaMU, yyacTBylolW MMM B obecneyeHnmn yxoaa, BKIoYasi MeAULMHCKME, COLMAJIbHBIE U
00l eCTBEHHbIE YUpexXAeHus, a TakKe OpraHu3aLmMu, NpeACcTaBAsIoWME Nto4eN C peaKuMm
3a00/1€BaHMSAMN U 3aTPOHYTBIX UL, [yXaXXMBaOLWLUX L. [A5 9TOM LLenmn MoryT UCNo/Ib30BaTbCA
KOOpAUHaLMOHHbIe NPOTOKObI, NpoLeAypbl, UHGOPMaALMOHHbIE TEXHOJIOTMU U CpeACTBa
3/1€KTPOHHbIX CUCTEM 34PaBOOXPAHEHUS.;

v Pepakue 3a60n1eBaHVs M HEAMArHOCTUPOBAHHbIE C/IOXHbIE COCTOSIHUSA AOJDKHbI YUMTbIBATLCA
cpeAcTBaMu cTpaTMdMKaL UM pUCKa, UCNOJIb3YEeMbIMU CUCTEMAMU 34paBOOXPaHEHUs ASi NPUHATUS
pelueHuii 0 NpeA0CTaBleHUN MHTErPUPOBAHHOIO YXOAQ, MOCPE/CTBOM BHEPEHHBIX CUCTEM
Kogudukauum.

v Bce loam € peakuMm 3a601eBaHNUAMU JO/DKHBI UMETb MPABO Ha UHAUBUAYA/IbHbIN, JIMUHOCTHO-

OPMEHTMPOBaHHbIﬁ naaH yxoAa, HPEAOCTaBHEHHbIﬁ B paMKax MexaucymninHapHoro
KOMMJIeKCHOro noaxoaa, CKoopgnHMpoOBaHHOIO MeXAy BCEMU NMOCTaBLWMKaMW YCAyT.
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v [lo/mKHbI 6bITb CO34aHbI ONMUCAHWA HALMOHA/BbHBIX MJIAHOB YX0Aa NpU peAKnX 3a601eBaHUAX U
HeAMarHOCTUPOBAHHbIX COCTOAHUAX, 0603HaYatoL e HeobX0AMMbIX MPOLLecc 1
noc/ie/,0BaTe/IbHOCTM YXOAa U CYLLLeCTBYIOLLME MeXaHWU3Mbl KOOPAMHALLUM 1 06513aHHOCTU Pa3INYHBIX
MOCTaBLLMKOB yCAYT.

v B eBpONeicKnX CTpaHax A0J/KHO 6biTb BHeAPEHO BeeHNe KIMHUYECKUX ClyyaeB Kak
3¢ PeKTUBHbBIN MeXaHWU3M KOOPAUHALUU MeAMLMHCKOW NOMOLLM A5 NOAJAEPXKKM YXOAa 3a I04bMU
c peaknmun 3a60/1eBaHUAMMU 1 yXaXXuBarowunx 3a HUMN /11, a@ TakXXe MHbIMU 04 bMU CO C/TOXHbIMU
3ab0/1€BaHNAMN MHBANIMAHOCTbIO. Jlo/XHO 6bITh paspaboTaHo 0byueHue BegeHUIO CyYyaeB pegKux
3aboneBaHuit, a npodeccus KOOpAUHATOPA MEAULMHCKMX C/TyHaeB AOJDKHA 6bITb MPU3HaHa B
HaLMOHaNbHbIX KoZekcax Npodeccuit.

5. OGecneyeHue NMOTHOLEHHOIO YIYACTUSI OPTAHU3ALMIA U IIPeCTaBUTEIeN TI0Jei C peKUMH
3a00/IeBaHUAMM B pa3paboTKe U peaIn3aluu MOTUTUKHA U YCITYT

v Yuactue 6eHedulmapos B paspaboTke, BHeAPeHUN U NPeOCTaBICHUMN YCAYT JOMKHO CTaTb
06s3aTeNbHbIM YC/I0BUEM Al OKQ3aHUA MEAULIMHCKOW M COLMabHOW NOMOLLY, YTOObI
rapaHTMPOBAaTb JIMYHOCTHO-OPUEHTUPOBAHHBIN YXO4,.

v CpeacTBa obecneueHus uHPopmaLum n o6yueHus A0/XKHbI 6bITb AOCTYNHbI NPeACTaBUTENAM
Niogeit ¢ peAKMMM 3a6o1eBaHUAMYN AN PACIUMPEHUA UX 3HAHMI U CNOCOBHOCTM Y4YacTBOBaTb B
NPUHATUAM peLLeHn 0 MeAULIMHCKOM yXOZe.

v Opl'aHVIBaIJ,VIVI, 3aHUMalumecs peakmmm BaGOHEBaHMﬂMM, AOJDKHbI NOAAEPXXUBATbCA KakK
OpraHu3sauum rpaXkgaHckoro 06UJ,eCTBa U paccMaTpUBaTbCA KakK paBHble€ NapTHEpPbI NpU pa3p360TKe,
peaansaymm ¥ MOHUTOPUHIe NOJIUTUKU U YCAYT.

6. Peanu3zanusi KOHKPETHBIX Mep, 00ecIeYNBaLINX JOCTYII TI0Jel C peJKUMU
3a00/IeBAHUAMM ¥ YXKUBAKOIMX 32 HUMMU JIUL, K HAJJIEKAIUMM COLMATBHBIM YCJIyraM 1
COLMaTBLHOM 3aluTe

v EBpOﬂeVICKMe CTPaHbl AO0/IXHbI rapaHTUPOBAaTb BCeM /ZIIOAAM C pe4KUMU 3aboneBaHnaMU U
yXa>KmBawwum imyam npaBo Ha coumnasibHOro paGOTHVIKa U Hajgnexallylo coumnasbHylo 3aluTty
U coumnasibHylo UHTEerpayuio, aAanTtupoBaHHble K UX UHAUBUAYA/IbHbIM HOTPEGHOCTFIM n
CTOMMOCTM XXU3HU. DTN rapaHTUn 4,0/1KHbI 6bITb Hanpas/ieHbl Ha NOA4EePXKY He3aBUCUMOM XU3HWN,
a Tak>XXe Ha y40BJ/1IeTBOpeHNe I'IOTpe6HOCTef;1 mop,eﬁ C TAXebiMM 3ab0N1eBaHUAMMN.

v TaumeHTbl CO CNOXKHBIMU 3a601eBaHMAMU, ANA KOTOPbIX AUArHO3 U/MAM OLEHKa CTENeHN
MHBA/IMAN3aL MU HeAOCTYMHBI, He A0/KHbI 6bITb INLLEHbI A0CTYNA K COLMAbHBIM NPaBaM U1
couManbHOM 3almTe.

v" Heo6xoa1Mo NpusHaBaTh Takue CyLIeCTBYIOWMUE CMELMUaIM3MPOBAHHbBIE COLMaIbHbIE CYXK6bI Mo
peAKuUM 3a60s1eBaHUAM, KaK pecypcHble LLeHTpPbI, U NoAAEepPXMBaTh UX B KauecTBe LieHTpa 3HaHUIA
1 NepesoBOro OMbITa, a Takyke NMPAMOro NoCTaBLMKa YCayr U 06yyeHUsa ANA CNeLManucTos B
06.1acTn 35paBoOXpPaHEHUSA U COLMaIbHOM CEKTOpeE.

v/ EBponeickue CTpaHbl A0/HKHbI pacCMaTpPUBaTb OpraHU3aLmm, NpesCcTaBasioWme Noaein ¢
peAkumu 3a6o1eBaHUAMU KaK COOTBETCTBYIOLME 3aUHTEPEeCOBaHHbIE CTOPOHbI, 0MO/IHUTENbHBIX
MOCTaBLLMKOB 061 eCTBEHHbIX ycayr. [pu NnpegocTaBAeHUN COLUANBHBIX YCAYT U YCyr
noaAepXKu1 3TU OpraHuU3aLmm A0/KHbI NoAy4YaTb GUHAHCOBYIO MOMOLLb A/l BbIMOJHEHUSA TaKoW
poaw.

7. IMpusHaHUE U COOTBETCTBYIOLIAS KOMIIEHCAUS IPU OTPAHUYE€HUH BO3MOXKHOCTEH Y IO
C pesKuMU 3a00/1eBAaHUAMH

v EBponeiickasi KOMMCCUSA 1 eBpoMneiickue CTpaHbl A0MKHbI peannsosbiBaTb KoHeeHumio OOH o npaBax
MHBaNUAOB C y4eToM 0cobbix NoTpebHOCTEN togeit ¢ peakumMm 3a6oneBaHUAMM.

v EBponeickas KOMUCCUA A0/KHa obecneuntb, 4To6bl noTpe6HOCTU cooblecTBa NloAei ¢ pegKumMu
3abosieBaHMAMM 6b1M yuTeHbl B CTpaTerum EC B 061acTv MHBaAMAHOCTU Ha 2020-2030 FOAbl.;
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v HaumoHanbHble U eBponeiickme 3aMHTepecoBaHHble CTOPOHbI A0/KHbI CTPEMUTLCA K paspaboTke
NOJIUTUKMK, MPOLEAYP, YCIYT M TEXHOIOT U ANIAl CO3AaHUSA Cpebl, HanNpaB/IeHHOW Ha YCTpaHeHue
6apbepoB K y4acTuio Bo Bcex chepax Xm3HM obLLecTBa,

COAENCTBYS CAMOCTOATE/ILHOCTM U HE3ABUCHMMOW
NUELIZH

v’ EBponeicKue CTpaHbl A0KHbI YAYYLIUTb
HaLMOHa/IbHble CUCTEMbI OLLEHKU CTerneHU
MHBa/MAW3aLUU ANIS yCTPaHeHUs Npo6esios B
MHTErpaLmm CI0XHbIX 3a601€BaHuIA, Bbi3blBalOWMX
MHBaAMAHOCTb. CNOCOB6HOCTL MM HECNOCOBHOCTL
Jiogei ¢ peakMmun 3a60/1€BaHUAMM K
$YHKLMOHMPOBaHMIO A0/HKHBI HagNeXal MM o6pasom
OLIeHUBATLCA U NOAJEPXKUBATLCA COOTBETCTBYHOLMMM KOMMNEHCALMOHHBIMY MepaMM.

v CyljecTBylolLME UHCTPYMEHTbI M CETH AO0JIXKHbI UCMO/Ib30BaTLCA A NOAAEPXKKU CO3AaHUA U
pacnpocTpaHeHuWs 3HaHWI 0 GYHKLMOHaNbHbIX NOCNEACTBUAX peAKnX 3aboneBaHmnin. K HUM
OTHOCSATCS MHOFOA3bIYHbIN OHNANH-UHCTPYMeHT Orphanet u nHpopmaumoHHble 6lonneTeHn no
mHBanugHoctu, EBponeiickue cnpaBoyHble ceT U EBponeiickas ceTb pecypCHbIX LLeHTPOB Mo
peAKuM 3aboneBaHUAM.

v HayunoHanbHble KOMNEeTEeHTHbIe OpraHbl 4O0/1KHbI OpraHU3oBaThb OGYHEHVIe rpynn no oueHke
cTeneHun uiBaaimagnsaymm Ha ocHoBe ¢YHKU,VIOHaIIbeIX HOCIIEACTBVIFI peakux 3aboneBaHuii B
COTpyAHM4YecTBE C HaLMOHa/IbHbIMM COO3aMU NO peAKUM 3aboneBaHMAM U C ceTamu,
YNOMSAHYTbIMU Bblillie.

v Y1obbl NOAM C peaKMMM 3a601€BAHNAMM M BCE MHBAJINZbI MOTJ/IN XUTb HE3ABUCUMO W B MOJIHOW Mepe
y4acTBOBaTb BO BCEX ACMeKTaX XM3HW, eBponeickue CTpaHbl AOHKHbI TPUHATL COOTBETCTBYIOLLME
Mepbl 415 obecneyeHns UM, HapaBHe C APYrMMU, AoCTyna K $u3nyeckon cpeae, TpPaHCNopTy,
nH$popmaLmK, CBA3U U Apyrum o6bekTam U ycayram, OTKpbITbIM UK NPeAoCTaBAfeMbIM
HaceneHuio.

8. Co3zanmue yc/oBuUii AJis TIOAEH ¢ peJKUMH 3a00/1€eBAaHUAMHU U YXa)KUBAKOIIUX 32
HUMM JIUL, /51 aJAITHPOBAHHOM U CTA0OM/IBHOM 3aHITOCTH

v AocTyn K KauecTBeHHOMY 06pa3oBaHMIo A0/XKeH 6biTb rapaHTUPOBaH BCEM JIIOASAM C PEAKUMU U
CI0XHbIMU 3a6os1eBaHMAMK. [py HeO6X0AMMOCTM aAaNTMPOBaHHOE LWKO/IbHOE 06yyeHne A0KHO
6bITb OCTYNHO M OPraHM30BaHO TakKUM 06pa3om, uTobbl NoAAepXKuUBaTb BCex oAel B
AOCTUXKEHMUN UX MAaKCMMa/IbHOro NoTeHUMana.

v TMocpeacteom [lupekTuebl 0 6anaHce mexay paboToit 1 IMUHOI XXM3HBIO M APYrMMU CPeACTBaMU
EBponeiickue cTpaHbl A0KHbI 06ecneunTb, YTo6bI II0AU CO CIOXKHBIMU
3abos1ieBaHMAMU/OrpaHNYEHHBIMW BO3MOXHOCTSIMM U yXaXXMUBatoLue 3a HUMU INLLA UMEIN NPaBO Ha
KOHKpEeTHble MeXaHW3Mbl, NPeA0CTaBAsAIoWME UM AOCTYN U COXPaHEHME MecTa Ha pblHKe TpyAa:

O  Hannume rmbKUX ycnoBuii paboTbl, Takmx Kak rmbkuii rpadurk paboTsl U yganeHHas paboTa;
O PpasyMHbIi OTRYCK MO COCTOAHUIO 34,0POBbS/MHBANINAHOCTU UM 0O6SA3aHHOCTSIMU MO YXOA4Y;

O WHAMBUAYAJ/IbHasA MOMOLLb ANSl MOBbILIEHUS NEePCMNEKTUB 3aHATOCTU UIN CAMOCTOATE/IbHOM
3aHATOCTH, TaKas Kak NPOPOpPUEHTALMSA AN USYUEHMS BOSMOXHOCTEN NMOJHOLLEHHbIX
npodeccnoHaIbHbIX HanpaBIeHN;

o0 pasyMHoe pa3melyeHune Ha pabouem mecTe.

v Tpu yxoge c pbiHKa TpyAa Uim Heo6xoanMMocTn paboTaTb HeMnoHbI pabounii geHb U3-3a 601e3HM
NoAM € peAKMMM 3a601eBaHUAMM, YXXMBAIOLLME INLLA U APYTHE UL CO CIOXKHBIMM
3a601eBaHMAMU AO/DKHBI UMETb AOCTY K MEpPaMm COLMasIbHOM 3alyUTbl, @ TAKXKe NPaBO Ha NEHCHIo 1
noAAepXXKy Mo yxoAy, KOTOpble NO3BOSAT UM BECTU JOCTOMHYIO XXU3Hb.

v Jlioav ¢ peakvMMM 3a60/1€BaHUAMM U MHBAIMAHOCTBIO, XKeNalowme yunTbes u/uam paboratb
BOJIOHTEPaMM B OpraHMsaLuUax rpaxaaHckoro obuectsa, HUKOMM 06pa3oM He A0/MKHbI 6bITb
JVLLEeHbl CBOMX NpaB, BKloYas Nocobus no UHBaMAHOCTU U MEHCUMN.

v Bce 3aKOHOAaTe/IbHble aKTbl EBPONENCKOro U HaLMOHa/IbHOrO YPOBHS A0/KHbI FapaHTMPOBaThb
OTCYTCTBUE KaKoi-1Mb0o popMbl AUCKPUMMUHALMM NO COCTOAHUA 340POBbA UIN UHBAIUAHOCTH,
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Kacaioleiics Bcex GopM 3aHATOCTH, BKAOYasA oT6op, npuem, TpYA0yCTPOICTBO, KapbepHbIiA pocT
1 6e3onacHble 1 340pOBbie YC/0BUSA TPYAa.

9. Peanmsanus KOHKPETHBIX MEXaHU3MOB, PACIIMPSIOIINX BO3MOXXHOCTH COBMECTHOM PaboOThI
JII0fIei ¢ peJKNMH 3a00/I€BAaHUsIMHY U YXA)KUBAIOIMX 3a HUMH JINL, C OPraHU3AL UMM,
MPeACTaBAAIOUMMY TI0Aei ¢ peJKUMU 3a00/1eBaHUAMH

v YupexpaeHus 34paBoOXpaHeHUs A0XKHbI 6bITb FOTOBbI K OKa3aHUIO HEMPAMOIA MOMOLLY,
npegocrasass beHeduLMapam COOTBETCTBYIOLLYIO MHPOPMALLMIO, CPe/CTBa U NPOBOASA
KOHCY/IbTal MW, a TakKXXe No3Bo44A 6eHe¢|/|u,V|apaM Bblpa>aTb CBOW NOXe/1laHUA, y4aCTBOBaTb B
MPUHATUM peLLeHNI, KacatoLWMXCA UX YXOA], W NPU XeJlaHUM yNpaBAsaTb COBCTBEHHBIM YXOZAO0M.

v Ha HauMoHa/IbHOM ypOBHe A0/Hbl 6bITb paspaboTaHbl KOMMIEKTbI UHCTPYMEHTOB ANSA
ynpaBJ/ieHUs HALMOHAbHLIMM CUCTEMAMU 34PaBOOXPaHeHUs U couuanbHoro obecneueHus,
ocobeHHO B OTHOWEHUU peaKuX 3aboneBaHuii.

v KoHcynbTaTuBHbIe cNyX6bl Ans Ntogeii ¢ peaknumm 3a6o1eBaHUAMM, €C/IU TAKOBbIE UMEIoTCS,
AOJDKHBI NOsIlyyaTh NoAAepKKY. Bce eBponelickme cTpaHbl AO/KHbI CTPEeMUTLCA obecneunTsb
KOHCY/NIbTaTUBHYIO CYX6Y ANA NtoAel ¢ peakuMu 3aboneBaHnAMM.

v Jllogm c peakvmm 3a601€BaHMAMU M YXaXKUBAIOLLMNE 3@ HUMM /IMLLA JOJ/DKHBI UMETb MPABO Ha A0CTYN
K MCUXOJIOrMYecKoir NoAAepIKKe U ycayraMm KpaTKOBPEMEeHHOr0 YX0Aa, eC/IN OHW 3TOrO XeNatoT.
Heobxoa1mMo NpoBOAUTbL €XXEeroAHy OLEeHKY NCUXMYECKOro 340poBbs A/ obecneveHuns
MOHMWTOPUWHIa Y CBOEBPEMEHHOIO BMeLLaTe/IbCTBa A1 NPeA0TBPALLEHUS BbIFOPAHUSA U Aenpeccum.

v [LO/IXHbI CYWLLeCTBOBATb 1 MOAAEPXKMNBATLCA BO3SMOXHOCTY A/l B3AUMHOMN NOAAEPXKKN MEXAY
NOABMM C pesKuMU 3a60seBaHUAMU. OHKM MOTYT BK/IIOYATb CEMUHAPBI MO «0BYUYeHUIO APYT Apyra»,
NPOBO/AMMbIE OPraHU3aLUAMU, NPeACTaBASIOW UMM JII0AeN ¢ pegKkuMm 3aboneBaHUAMU, UMK
3aMHTepeCcoBaHHbIMU CTOPOHAMM B MeANLMHCKON 1 colmanbHomn cdepax.

10. YcrpaHeHMe BceX BUJOB JUCKPUMHUHAIIAH, YTOOBI IIOJM C PEAKUMH 3200/ IeBaHUSIMYU NMe U
JOCTYII K COLMA/IBHBIM, TPYJOBBIM, 00pPa30BaTeIbHBIM U Pa3BIeKaTe/IbHBIM BO3MOYXHOCTIM
HapaBHe C APYTMMU IpakKJaHaMu

v B cooTBeTcTBMU € XapTheit ocHoBHbIX npae EC n EBponeiickuMy oCHOBaMU COLMabHbIX NpaB
(cTaTbA 3), IIOAM C peAKUMM 3a601eBaHUAMU HE AO/DKHBI NOABEPraThCs AUCKPUMUHALMU. OHK
AO/DKHBI UMETb NPaBO Ha paBHOe obpalieHne U BO3SMOXKHOCTM B OTHOLIEHUMN 3aHATOCTH,
couMasbHOI 3aLmMTbl, 06pa3soBaHWA U JOCTYNA KO BCEM TOBapaM U yc/lyram, AOCTYMHbIM
obuwecTsy.

v' Bce 3aKOHbI YpoBHA ECn HaLUOHa/IbHOIO YPOBHSA A0/DKHbl rapaHTUPOBAaTb OTCYTCTBUE Mobbix
¢0pM ANCKPUMUHAL U MO COCTOAHUIO 30POBbA UM UHBAIMAHOCTU.

[NonHaa Bepcua HaCTOSALWEro 0KyMeHTa Ha

AHTIMNCKOM fi3blKe AOCTYMHa NO CCbIJIKE:

eurordis.org/carepaper
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