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3905 pywu, XKuBeeLyu C pAgKo 3abonsaBaHe, N3pa3nxa BnevyaTIeHNATa C1 OT NoNyYeHuTe
OT TAX MEeAULIMHCKN FPYKIN B HacToALoTo npoyyBaHe Ha H-CARE, npoBegeHo
ot EURORDIS-Rare Diseases Europe, ot gekemspu 2019 r. go mapt 2020 .

YAOBJIETBOPEHOCTTA HA XOPATA,
KUBEELLUN C PAOKO 3ABOJIABAHE, OT
NONTYYEHUTE MEAULUUHCKIU TPUXKIA

MauveHTNTe C pAAKO 3a6oNABaHe OLeHABAT CPEAHO [0 HNCKO ONUTa CU OT MeAULIMHCKITE FPYKN:

MayneHTuTe C PAAKO ‘ MaumneHTUTE C pARKO 3a60NABaHe U3rNeXAa MMaT No-/10LU ONNT OT
3abonABaHe cpefiHO MoslyYeHNTe OT TAX MEANLINHCKN FPYKU, OTKOJIKOTO NauueHTuTe

OoLleHABaT NoJsiyyeHnTe ot * C XPOHUYHY 3a6onABaHuA: 70% OT NPOyYBaAHVIATA, V3MON3BaLLY eAUH

TAX MEAVLHCKIN FPYVKU. ... 2 J 5 1 CbLLM BBMPOCHWK, OTYMTAT NO-BUCOKa CPeAHa OLIeHKa Ha MeANLIMHCKITE

TPVIKIA MPU MaLMEHTUTE C XPOHUYHY 3ab0onaBaHmA™,
no ckana ot 1 no 5

KOMbOUHUpaHe Ha omeosopume Ha 11 8snpoca, C8vP3aHU ¢ Hab00eHuUe c1ed
KOHCy/Imayuume, UH(hopMayus 3a mepanusmd, KOOpOUHUpAHe Ha MeOUyUHCKUMe
2pUXU U/IU Kak 0a ce cnpassam csc 3a60/198aHEMO 8 exe0Heguemo cu..

@ CpedHama oyeHKa Ha onuma om MeOUYUHCKUME 2pUXKU € NOJTyHeHd upe3

3a fa ce rapaHTMpa No-ronsmMa y0BJeTBOPEHOCT OT MeAVLIMHCKITE FPVKK, TpsibBa Aa ce nogo6pAT
Te3u rnaBHu 3 obnacTu:

1 0. . [Ja ce Tbpcu Bpb3Ka € NauyueHTUTe Unv 6oNHOrNegaunTe cneq
nvn 2 . 0* nocelieHune, 3a Aa ce NpoBepu Kak BbPBAT HellaTa.
i \ [la ce oKypaxKaBaT nauyueHTuTe unn 6onHornegaunTe Aa
2 of B . K yuyacTBaT B cneyudunyHa rpyna uam Kypc Kato nomoLy 3a
S 2 o 1 cnpaBsHe C pagKoTo 3abonsABaHe.

a ‘ Jla ce nomorHe Ha nayueHTuTe n 6onHornegaunTe ga ce
3 -r . & CnpaBAT C eMoLMnTe, CBbp3aHUN CbC 34PaBOC/IOBHOTO
N
2.3 CbCTOAHME Ha NaLueHTa.

pe3 uamuHanume 6 Mmeceyd, Ko2amo as/nuyemo, 3d Koemo ce 2pud, NoJly4asax/
nosiyyasauwe MeOUUYUHCKU 2pUXU 3a pAOKomo mMu/cu 3abosnseare, a3 bsx:

* CpefHa oueHKa no ckana ot 1 (Hukora) Ao 5 (BUHarw)
** Bb3 0CHOBA Ha pe3ynTatuTe OT 52 peLeH3npaHu NpoyyBaHus, n3nonssalum ebnpocHuumrte PACIC nnm PACIC-S. Tesn BbnpocHuum ca paspabotenu ot MacColl Centre for Health Care Innovation
C Uen n3mepBaHe Ha onvTa Ha NauveHT C XPOHWYHI 3a00NABaHMA BbB BPb3Ka C NOMYYEHNUTE OT TAX MEANLIMHCKMN FPUXW



PELLUABALLA POJIA HA EKCMNEPTHUTE
LLEHTPOBE 3A PEOKU 3ABOJIABAHUA

MauweHTUTe M GONHOINEAAUMNTE, KOUTO KUBEAT C pAAKo 3abonsABaHe, 3acarallo 6b6peLuTe, 6enure gpobdoBe,
yporeHuTanHara o6nact u CMUHgPOMM Ha Hac/leiCTBEHa NPeApPasnosioXKeHOCT KbM TYMOPEH pacTex, M3nurear
No-g4o6bp ONUT OT MEeAVLIIHCKITE MPYRKU, KOraTo ca JIeKyBaHU OT 60/THNYHY 3aBefieHA, KOUTO ca YacT

ot EBponeiicka pedepeHTHa Mpexa ™

O6V1YaNHO BONHUYHWTE 3aBefleHNA, KOMTO Ca YacCT OT EBpOI’IeVICKa pecbepeHTHa MpeXa, NPeACTaBIABAT €KCNEePTHW LIEHTPOBE, C‘b6|/|palu|/| Ha
€4HO MACTO MyATUANCLUIJIVHAPHN eKnnu, cneyuannsnpani B Jie4eHNETo Ha AaAeHOo PAAKO WIN KOMIMJIeKCHO 3ab6onsABaHe.

Heobxoavmu ca AOMbAHUTENHM MPOy4YBaHMA, 3a Aa Ce YCTaHOBAT pPas/ininAaTa B YAOBNETBOPEHOCTTA OT MEANLMHCKUTE TPVIXKN B
33aBUCMMOCT OT BMAa OOHMYEH LUEHTDP 3a Apyrn obnactu penku 33bonABaHuA..
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(eKcnepTHY LeHTPOBe 3a pefKi 3ab0oNABaHMA)

KOraTo MaLMeHTUTe ca NieKyBaHu
B OONHWYHY 3aBEfEHMS, KOUTO...

MayyeHTUTe C XPOHMYH 3a60MIABAHUA CBLLO OTUMTAT NO-HO6BP ONUT OT MEAVLMHCKATE FPUKM, KOraTo MEAULIMHCKUAT
VIM €KWM € MyNTUANCLIMMIMHAPEH UK € CeLMani3npan B rpuKUTe 3a XPOHUUHI 3a00M1ABaHIA, KaKTo 1 KOraTo yyacTsaTt
B MpOrpama 3a KOHTPOJ Ha 3abonasaHeTo™

CpedHama oyeHKa Ha onuma om MeoUUUHCKUME 2PUXKU € NOJTyYeHd Ype3 KOMOUHUPAHe Ha
° omeosopume Ha 11 8enpoca (3a nayueHmume) unu 12 8enpoca (3a 6oHoznedaqume), C8sp3aHu

C HabsodeHuUe c/1ed KOHCyImayuume, UHGOPMAayus 3a mepanusamad, KOOpOUHUPAHe Ha

MeOUYUHCKUMe 2pUXKU U/TU KAk 0d ce cnpdesim CbC 3a60/158aHeMO 8 exe0Hesuemo cu.

***ec.europa.eu/health/ern_en

3a noseyve MHGOPMaLMA OTHOCHO BBNPOCUTE Ha NPOYUYBAHETO, PE3YNTaTUTE 1 NPENOPBKITE, BUXKTE CNKCHKa
C 0600LlEeHN JaHHW WX NLWeTe Ha rare.barometer@eurordis.org

BAO"OAOP”M Ha BCWYKU XOpa, XMUBeewm C pAAko 3abonsABaHe, KOWUTO Yy4yacTBaxa
B MPOy4YBaHETO, Ha MeAMVUMHCKATE LEHTPOBE U  NaUUEHTCKUTe
npepctaBuTencTsa Ha EBponerickute pedpepeHtTHn mpexu ErkNet, eUROGEN,
LUNG m Genturis, KonTo B3exa yyacTue B NpoeKTa 1 pa3npoCcTPaHEHNETO Ha
npoy4ysaHeTto Ha H-CARE, KakTo 1 Ha HawmnTe napTHbopu ot Rare Barometer!

EURORDIS-Rare Diseases Europe pemoBHO MpoBeXaa aHKeTU cped oOWHOCTTa Ha Xopata C  pefku
3abonABaHMA uype3 cBoATa nporpama Rare Barometer, 3a fa onpepenu KakBu ca NEPCNeKTUBUTE U HYXAuTe
Ha MayMeHTUTEe MO OTHOLWIeHWe Ha u3BecTeH 6po BbNPOCM M Ja Orfack TAXHOTO MHEHME B paMKMTE Ha
€BPOMNeNCcKN 1 MeXZyHapoLHU WHMLMATUBU U pa3BUTMA Ha MnaHoBe. Rare Barometer Voices obepunHABa Hap
15 000 maumeHTn, 6onHOrnejaunM M UNeHoBE Ha TEXHWUTE CeMelcTBa, 3a fAa ce Aaje Mo-rofiAMa FNacHOCT Ha
oblHOCTTa Ha cTpajawmute OT pepdkn 3abonABaHuA. 3a noBeye wuHbopmauuma noceTete eurordis.org/voices
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