https://www.czpz.org/info/index.php/normativni-aktove/podzakonovi-normatvini-
aktove/1364-naredba-redkite-zabolavania

Ha nbpBuam nocoyeH nuHk we Hamepute HAPEOBA N2 16 OT 30 FOJIN 2014 T. 3A
YC/TOBUATA N PEOA 3A PETUCTPUPAHE HA PEOAKUTE 3ABOJIABAHUA N 3A
EKCMNMEPTHWUTE LLEHTPOBE U PE®EPEHTHUTE MPE>XW 3A PEOKWN 3ABOJIABAHUA. C
Ta3n Hapenba ce onpeaenar:

1. YCNOBUATaA U peabT 3a PpErMcTpmpaHe Ha peakunTe 3860]'IF|BaHVIFI;

2. pepnbT 3acb3gaBaHe, 0603HaveHne N PYHKUMOHMpPAHE Ha EKCMEPTHUTE LLEHTPOBE U
pedepeHTHNUTE MpPEXN 3a peaku 3abonaBaHus;

3. ycnosuATa U KpUTEPUUTE 3a y4acTne Ha nedebHUTe 3aBefeHNA B EBPONENCKN
pedepeHTHN Mpexn.

NHdopmauma 3a KOMUCUATA NO PEOKWUN BOJTIECTWU, cb3pnaneHa kbM MUHUCTEPCTBO Ha
30paBeona3BaHeTo:

https://www.mh.government.bg/bg/ministerstvo/komisii/komisiya-po-redki-zabolyavaniya

KoMuncumaTta nognomara MMHUCTbPa Ha 34paBeona3BaHeTo U AnpekTopa Ha HaunoHanHua
LEeHTbp No obLlecTBEHO 34paBe U aHann3u, Kato: n3passaBa CTaHOBMLLA A0 MUHUCTDBPA Ha
34paBeonas3BaHeTO Mo NpenaoXkeHua 3a BKArYBaHe Ha 3ab6onaBaHnA B CNMUCbKa Ha
peokute 6onectun, yctaHoBeH B Penybnuka bbnrapua; Manpawa npeanoxeHusa oo
AnpekTopa Ha HaumoHanHmA UeHTbP 3a onpeaensaHe Ha eKCrepTHM LEHTPOBE U
pedepeHTHN Mpexkn no peakn 6onectn; OueHABa aenHocTTa Ha HauuoHanHus perncTbp
Ha naumeHTuTe c peakn 6onectn; OueHABa AENHOCTTa Ha EKCMEPTHUTE LLEHTPOBE U
pedepeHTHN Mpexkn 3a pegkun 6onectn; M3rotea ctaHOBULLL A U M3NpaLLa NpeanoXXeHmsa 4o
MuHucTepcTBOTO Ha 3gpaBeona3BaHeTo, H30K, M3anbnHUTENHaTa areHuma no
nekapcrtBarta, HaumoHanHmMA CbBET N0 LEHM N penMbypcunpaHe Ha NeKkapCcTBEHUTE
NPoAyKTWU, BUCLLUUTE yunnuiia, nedebHnTe 3aBeaeHna 1 Apyrv opraHn n nuua rno Bbnpocu
Ha npodunakTmkarta, AMarHoctTmka, nevyeHune, npocneasBaHe, pexabunmrtauma mn
MeguLUMHCKa eKcnepTnaa Ha pegku 601ecTn, BKIHOUYNTENHO MeAULMHCKO 0ByyeHune B
obnactTta Ha pegkuTte 6onecTu.

CbTpyaHMUM C BNacTUTe B AbpXKaBUTE-UNIeHKN Ha EBponenckmna cbio3, Apyrn obpykaBu n
MeXAyHapoaHW opraHM3aunm, KouTo N3BbPLUBAT AEWHOCTN B 06nacTTa Ha peakuTe
6onecTtun. 3BbpLuBa 1 apyrn aenHocTn, onpeaeneHun ¢ Hapegb6a N2 16 ot 2014 r. 3a
yCNoBUATa U pefa 3a peructpupaHe Ha peakm 60necTu 1 3a eKCnepTHUTE LLEHTPOBE U
pedepeHTHMN Mpexkn 3a peakm 6onecTu.
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Toea e nnHk 3a PETUCTBbP HA EKCNMEPTHUTE LLEHTPOBE 3A PEOKW BOJIECTU B
PEMYBJIMKA BbJITAPUA - https://ncpha.government.bg/index/131-registur-na-
ekspertnite-centrove-po-redki-zaboliavania.html

Cbabpxxa MHpopMauma 3a: i) bonHuuarta, B KOATO Ce HaMMpa eKCNepTHUA LEHTBP; ii)
PbkoBogunTenart Ha eKkcnepTHUSA LEeHTbP; iii) AaTa Ha o603HayaBaHe; iv) TenepoH n emain 3a
KOHTaKTU; V) CMUCBHK Ha BKNOUYeHUTe 3abonaBanumsa ¢ Texnute MKb-10 n ORPHA koaoge.

OOCUETA HA 3ABOJIABAHWNA, BK/TIOYEHU B CMTUCBHK HA PEAKUTE 3ABOJ/IABAHNA B
PEMYBJ/INKA BbJ/ITAPUA:

https://ncpha.government.bg/index/132-dosieta-na-zaboliavania-vkliucheni-v-spisuka-na-

redkite-zaboliavania.html

Covaobpxa 171 3anunca Ha 3abonaBaHusA ¢ dednHMUMA Ha pa3CTPOMCTBOTO,
EnnoeMmnonorvynm gaHuu, InarHoCTMYHN Kputepmm, ANropuTMm 3a guarHoctmka Ha
3abonABaHeTo; ANropnTMK 3a NneveHne Ha 3abonasaHeTo, HabnaeHne, pexabunuraums;
NpeanoXXeHna 3a opraHn3auma Ha 3gpaBeona3BaHeTo BbB Bpb3ka CbC 3a60N1ABaHETO;
HayuHu nyénukaumm n cob6CTBEH ONUT CbC 3acerHaTy NaumneHTu.

CAWNT C HOBUHWU OT KOMUCUATA NO PEAKWU BONTECTWU, sBkntouBaLy: CbCTas Ha
koMucuaTa; NpoTokonm ot 3acenaHmATa Ha KOMUCKATA; Pernctbp Ha eKCnepTHUTE
LeHTpoBe 3a peaku 6onectu B bbnrapua; 3aasneHuve 3a npennoxeHune 3a 3abonAasaHe 3a
BNMcBaHe B Cnucbka Ha peakute 6onectn; 3aaBneHne 3a onpeaensiHe Ha eKcnepTeH
LEeHTBbp 3a paako 3abonsapaHe:

https://ncpha.government.bg/index/115-komisii.html

Cbc 3anoeegm Ha MMHMUCTBpA Ha 3apaBeonaseaHeTo, B Crincbka Ha pegkute 6onectn B
bbnrapusa ot 2015 r. gocera ca BkAroveHn 274 peakmn 6onectu.

NMOJIESHU BPBb3KU

e European portal for rare diseases Orphanet

e Genetic and Rare Diseases Information Center, National Institutes of Health, USA

e [nformation center for rare diseases and orphan drugs

o Directorate-General for Health and Food Safety (SANTE), European Commission
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e European reference networks for rare diseases

NMHO®OPMALNA HA H3OK 3A JIEYEHUE HA PEOKW BONNECTU

https://www.nhif.bg/bg/medical_requirements/transplant

CAWT HA JIABOPATOPUA MO FrEHOMHA AUATHOCTUKA, saHuMaBalLa ce C reHeTUYHa

AnarHoctmka Ha peaku 6onectn B B'bl'lrapVIFl

https://lgdbg.org/
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