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B3npaeHa 3npasHa 3ppasHa 3apase u HaumH
E-anteka MNpomouun AOuarnocTuk 3a Hac Kouraktu

6ubnuoteka nomou meaus Ha XnBoT

Hasap | Havano > 3apassa meana > Wkrepaiora > Moakpena u B3anmonomouwy > H.

Haranus MpuropoBa: Bapata B co6¢cTBeHUTe

BBH3MOXHOCTU MOXe Aa 6'bﬂe Nno-CUINHa OT BCAKO Xxanye

ot 25 ches 2021r

Asrop: leprana Kapaunueea

3APABEH ®OPYM NO Beuuka >

TEMATA
£ YxangaHe OT Ky4e - MOXe N Aa CbM
Ce 3apasuna ¢ Hewo? X

https://bgnes.bg/news/natalia-grigorova-horata-s-redki-bole/
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Hatanusa MNpuroposa: Xopara ¢ peakv 6onectu Tpsibea Aa umat A4OCTbN A0 MHOBaATMBHATA Tepanus

26.02.2021 - 08:14 GyDO Ouwe or Bunrapus
B Ehnrapml AOCTHLNLT A0 MHOBATUBHA Tepanusa ce cnyysa WTH u OB cnepn nepeara cpewa: Mepame B eaHa
AOCTa TPYAHO, NOpaau perynauMnTe, KOUTO Hanara 3ApasHoOTO MUHUCTEPCTBO U nocoka

H30K, a TouHO MHOBaTMBHATA TEPaNUA e Hewo, A0 KOeTo TPABBa Aa UMaT AOCTbN 23.07.2021 - 17:35
Xopara ¢ peaku 6onecTy, 3aWoTo TA YecTo e XueoTocnacasawa. Tosa kasa npea

BrHEC Hatanus MpuropoBa, npeacenaren u ocHoBaten Ha Bbnrapcka XbHTUHITBH CALL: Bunrapus e npusnekarenHa aa UHBeCTULMK,
acoumaumna. HO uma neawexmeua covpebHa cucrema

23,07.2021 - 16:42

Mpokonues: MeauuTe My He BOIOBAT C HUKOTO

23.07.2021 - 15:20

MBakos: BHUMAaTeNHo LWe Aaaem noakpenara cu

23.07.2021 - 15:16
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https://www.youtube.com/watch?v=rn2CGy AhZ8
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Mas Xpuctosa: MHCTUTYUMUTE NOBeYe Aa NOAKPENAT xopaTa C peaku 6onectu [ . Y Cram BRNES Ananau Da.

https://www.youtube.com/watch?v=AWiJVIUenWM
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Wnnana ToHoBa c nBe peaku 3abonsBaHvs, TPAGBA Aa TbPCU NeKapcTeaTa cu m Dalatad Dananthi inlnadad  Watahad 1

https://www.youtube.com/watch?app=desktop&v=yJHOala-8y4
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Xopata ¢ peakv 6onecTu Tps6ea Aa MMaT AOCTbN A0 MHOBaTUBHaTa Tepanus Croes: E3ukbT Ha OMpasaTta


https://www.youtube.com/watch?v=rn2CGy_AhZ8
https://www.youtube.com/watch?v=AWiJVlUenWM
https://www.youtube.com/watch?app=desktop&v=yJHOaLa-8y4

https://www.puls.bg/novini-i-sbitiia-c-2/novi-terapevtichni-vzmozhnosti-se-otkrivat-za-khorata-s-
redki-bolesti-n-40451

HOBUHWA 3ABONABAHWA NEKAPCTBA XPAHEHE KPACOTA W CEKC ¥ EMOLMOHATIHO = BPEMEHHOCT GREEN

JEBAT W ChCTOAHMS! XOMEONATUS W OUTHEC ME/IMLIUHA 3/IPABE 3NPABE NETE v LIVING

Tema na cedmuyama

HoBu TepaneBTUYHU Bb3MOXHOCTU Ce OTKpMBAT 3a

xopara ¢ peaku Gonectu w”?

Teptana Mawena | 26 despyapn 2021 | B0
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Kak pa ce npeanasum ot uHdexkumm
Ha FeHUTaNHWA TPAKT NPe3 NAToTo?

Owge om Hosunu u cobumus  »

53% ot meguumnTe 8
Bunrapun ca
BaKCHHUPaHN
cpeuly xoena-19
Cuuwespemenmo 57% or
nBNHONETHTE
@BPONEALM Ca HANLNHO
RAKCUNMDAMM

Tecrear GesnnatHo
3a xenatur C B
uanara crpasa
TecTeaneto @
GOIANNATHO W AHOHMHO
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HAYATO HOBHHH COVID-19 AKTATHATEMA TOCT HAZDRAVENET MHEHHA H KOMEHTAPH KO CTE BHE, JOKTOPE? YCAVTH  KOHTAKTH

Hawato « Homuut » OIKAafX COINAP 3a e3KITe G0ARCTIE NA 27 3 28 denpyapit

24 Owuml celnnup 3a peziure Gonecty Ha 27 u 28 denpyapu
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Toa yaenes, 27 1t 28 eppyapst, tue ce NPOBeae OITATI CEMINAP 38 OOMEN Ha AOOPI TPANTINIE B
noAKpena ia ceMeflcTBaTa ¢ peaXs BanecTat,

Toft & ONFAMIADAK AT FRITANCKATA XRHTIRITRH ACOTIATIHA 1t Konneakia Pacvncest TTenThn 1A - .
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https://www.puls.bg/novini-i-sbitiia-c-2/v-trsene-na-poveche-vzmozhnosti-za-khorata-s-redki-
bolesti-u-nas-n-40398

GSuIs.bg

HOBUHK IAGONABAHNA NEKAPCTBA XPAHEHE KPACOTA W CEKC U EMOUMOHANHO | BPEMEHHOCT GREEN
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JEBAT W CbCTORHUA XOMEONATAS N OUTHEC ME/JIMLIMHA 3/IPABE 3[IPABE RETE ‘v LIVING

Tema va cedyuyama

B TbpceHe Ha noBeYe Bb3MOXHOCTU 3a XopaTta ¢

peaku 6onecTu y Hac o
Teprana MNawesa | 22 despyapn 2021 | 0
> ——

Kak na ce npeanasum ot uHdexkummn
Ha FeHUTAnNHUA TPAKT Npe3 NATOTo?

- Owge om Hoeuwu u cobumus  »
l ki 53% or meguumte B
Buarapua ca

DmycTpamen ounait commiap

K ' ;@ BaKCHHUPaHW
W — cpeuty koBua-19
FRAMBY EmpoweRARE F 3 ciu:zeuem 57% ot

nLAHONeTHUTE.
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OHNAIIH CEMVIHAP 3A PEAKY BONECTY

&

OHNaiH ceMUHap 3a 06MeH Ha onuT Clinica.bg

3a peakuTe 60neCTH wie ce nposege

Ha 27 1 28 despyapu. Toit we e ¢ press@clinica.bg
YHaCTUeTO Ha HaA-CTapuA pecypceH

YeHTLp 3a peaxu 6onectu 8 Espona - FRAMBU, oTknaeTo we
NpeACTaBAT MoAena Ha paboTa 3a nojakpena Ha cemeilcTeata
< peaxu 6onectv B Hopeerus, 06acHu Hatanus lpuropoea,
npeAceAaTen Ha BbArapcka XsHTUHITEH ACOLUMaUMR, KORTO e
¥ OpraHU3aTop Ha CbbuTero.

5 b NMraApP C K A CemuHapLT e no noBo/ CBETOBHUA AeH Ha peakuTe 6onectn
- 28 despyapu. CeMMHap®T CTapTUpa Ha 27 despyapu B
W h LI TIALI T 14:00 4aca, HOPBEXKVAT PECYPCeH LEHTBP 33 XOPa C Peakn

YyactHuymTe e ce 3ano3HanT ¢ Mojena 3a 6onect FRAMBU wue NpeACTasu NPaKTUKK 33 NOAKPENa Ha
cemelAcTBa ¢ peaku 6onectu B Hopeerus, a opramuatopure -

noakpena Ha cemeiicreara 8 Hopserus
aKTyanHa HGOPMALMA OTHOCHO

https://www.rarediseaseday.org/event/bulgaria/1098
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RARE DISEASE DAY*

SIGN UP FOR
W BULGARIA UPDATES
A+ WHEN: Omnnain CEMMHAp 3a pC€JIKH OosecTn
- SAT 27 FEBRUARY, 2021 27 FEBRUARY 2021 - 28 FEBRUARY 2021 @
TO: HOSTED BY BULGRIAN HUNTINGTON ASSOCIATION
27FEB2021 | SUN28 FEBRUARY, 2021 EVENTS WORLOWIDE
we are happy to announce that on February 27 and 28 we will hold the so-expected
Bilateral Seminar with the resource center for rare diseases Frambu
kompetansesenter for sjeldne diagnoser. The seminar is part of the activities of the *
Q project EmpoweRare- Empowering people with rare diseases
Please register at the following link DOWNLOAD
I NRATINN MATERIALS -



https://clinica.bg/15815-Onlain-seminar-za-redki-bolesti
https://www.rarediseaseday.org/event/bulgaria/1098
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%D1%80%D0%B5%D0%B4%D0%BA%D0%B8-
%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-
%D1%82%D1%80%D1%8F%D0%B1%D0%B2%D0%B0-%D0%B4%D0%B0-
%D0%B1%D1%8A%D0%B4%D0%B0%D1%82-
%D0%BF%D1%80%D0%B8%D0%BE%D1%80%D0%B8%D1%82%D0%B5%D1%82%D0%BD%D0%BE-
%D0%B2%D0%B0%D0%BA%D1%81%D0%B8%D0%BD%D0%B8%D1%80%D0%B0%D0%BD%D0%B8/n
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MEeD BOULAM Benamen nperneq
HOBAHN ANTE

» Xopatacp CTH TDAGE 23 GBAAT NG

Xopara c peaku 6onectu Tpa6sa aa 6bAAT NPUOPUTETHO
BaKCUHUpaHU

Bropwik, 25 Mai 2021 | 12:18:24
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NPEFNEAN 6
LCMBPTHOCTTa OT COVID-19 npy X0paTa ¢ peakw Gonect AOCTura 4o 100%. Tai yRssmma
Tpyna bewe HErMMxMpana 3a NOPeAeH NbT M MHOTO NAUNEHTH M3IYGHXa XMBOTA CH.
BX0gMpaxwe CTaMOBMIe A0 MUNMCTEDCTBO Ha 3APIBEONaIBANETO, 3 MPHOPHTETHO
BAKCHHMPaHE H3 NALMEHTUTE C PEAKH GONeCTH’, H rpuropoea,
Ha BBArapCka XuHTMHITLH ACOUMaLVS Sesnnarne nparnan 30 rn

https://www.zdrave.net/Covid-19/%D0%A5%D0%BE%D1%80%D0%B0%D1%82%D0%B0-%D1%81-
%D1%80%D0%B5%D0%B4%D0%BA%D0%B8-
%D0%B1%D0%BE%D0%BB%D0%B5%D1%81%D1%82%D0%B8-
%D1%82%D1%80%D1%8F%D0%B1%D0%B2%D0%B0-%D0%B4%D0%B0-
%D0%B1%D1%8A%D0%B4%D0%B0%D1%82-
%D0%BF%D1%80%D0%B8%D0%BE%D1%80%D0%B8%D1%82%D0%B5%D1%82%D0%BD%D0%BE-
%D0%B2%D0%B0%D0%BA%D1%81%D0%B8%D0%BD%D0%B8%D1%80%D0%B0%D0%BD%D0%B8/j1
7769

& ZDRAVENET -

Bwneapckuam
agpaBen nopman

HAYATO HOBHHH COVID-19 AKTYANHATEMA TOCT HA ZDRAVENET MHEHHA H KOMEHTAPH KOM CTE BHE, AOKTOPE? YCAVTH  KOHTAKTH

=

auano « COVID1S » XopaTa ¢ pear 60:1CTH TPRSBA 33 6BAAT NPHOPHTETHO BAKCHHNPARI
25 | Cuopea Buarspexara Xuuenarrun Acouwsaruns
Xopara ¢ pejku 60/1eCTH TPAGBa /ia GBAAT IPHOPHTETHO BAKCHHHPAHH

OILE HOBHHH

EEB0aE:

DMS KLINIKA

XopaTa ¢ peaat 60:16cTi TPaGBa 1 GBAAT IPHOPITETHO BaKCiHIparsL TAKABA NOSHIBIR H3PASIXA

B i i Ha Homep

CMBpTHOCTTa 0T COVID-19 MPI XOPATA ¢ Petkat GOAECTIN A0CTHTA A0 100%. Tasit yaspina rpyna

Gewe Her AHA 34 Mopeel T 1 MHOTO Tatnes sryGixa 0TA CH", TIOCOY aTanns
Gelile HETTWAPAKA 33 MIOPEEH BT It MHOTO MAIMIEHTH WSTYGUXa AUBOTS CH, Tocow Haamm P P—
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https://clinica.bg/16953-Horata-s-redki-bolesti-speshno-iskat-vaksina

NONUTHKA

Tepcexe

XOPATA C PEAKW/ BONECTU CMELHO UCKAT BAKCUHA oo

Xopara ¢ peakv 6onecTu uckar Aa Clinica.bg
6BbAAT BAKCUHUPAHWN NPUOPUTETHO.

Jivncata Ha UMyHU3aUMA Beye e press@clinica.bg
CTaHan NPUYUHA MHOTO OT ATX Aa

3ary6aT XMBOTa C1 CheacTBue Ha KOBUA-19, cbobuyuxa ot

BbArapcka XuHTUHITBH Acoumaums,

B Ha4anoTo Ha NaHAeMUATa Npe3 2020 1. BXOAPaXMe
CTaHoBULLE 40 MUHICTEPCTBO Ha 34paBeonassakero, B
KOETO HACTORXME 33 U3rOTBSAHE Ha PHKOBOACTEO 33

NPeBeHLIA 1 NIeYeHIte Ha XOPa C PeAKky 60NeCTI, 3apaseHn ¢
KOBW/-19, Ha KO€TO Taka 1 He NoAy4Mxme OTrosop,
0BACHABAT OT acoumaumara. OTram aobassT, ye AHec, we
BXOANPAT HOBA NPENOPbKA KbM MUHIMCTEPCTBO Ha
3APAaBEONa3BaHETOo OTHOCHO CMELHOCTTA Ha BKAIOYBAHETO
Ha XOpaTa ¢ peaky 6ONeCT B NPUOPUTETHITE rPynu 3a
BaKCMHUpaHe.

Cnopea TAX OTKPUBAHETO Ha
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Bbnrapckata XbHTUMHITHH Acounauus: Xopara ¢ peaku 6onectu TpsabBa Aa 6bAAT NPUOPUTETHO BaKCUHUPaHM

QOuwecTBo | 26 mai 2021, cpana / 08:30 | Noxassanms:

. CMbpTHOCTTa 0T COVID-19 npu xopata ¢ pegku 6onectn goctura o 100%. Ta3u ysssuma rpyna Gewse HernukvpaHa 3a nopegeH NbT
¥ MHOTO NnauueHT uarybuxa xumsora cu.

Bxoaupaxme craHosue A0 MUHUCTEPCTBO Ha 34paBeonasBaHeTo, 3a NPUOPUTETHO BaKCUHWPaHe Ha nauveHTuTe ¢ peaku Gonectu *,
paska3ssa Haranus Mpuroposa, npeaceaaren Ha Bbarapcka XbHTUHITBH Acounauums. OT Ha4anoTo Ha NaHAeMUsTa MHOTO NaLMEHTU C
peaku Gonectyn 3arybuxa XuBoTa cu, cpea kouTo Takusa ¢ Bonect Ha Bexyer, Atakcus Ha ®puapaix, Pamunta AMunonaHa
nonuHesponartua u MynmoHanHa xuneptoHus. OLle B Ha4anoTo Ha nasgemuaTa npea 2020 roavHa, Bxogupaxme CtaHosuwe Ao
MUHUCTEPCTBO Ha 3ApaBeonasBaHeTo, B KOETO HaCTORXME 3a U3roTBRHE Ha PHKOBOACTBO 3a NPEBEHLMA U NeYeHne Ha Xopa C pefku
Gonectyn 3apasenn ¢ COVID-19, Ha KOETO Taka W He Nony4YuxMe oTrosop.

Peakute GonecTu 3a nopefeH NbT He ca NPUOPUTET Ha 3ApaBHUTe BnacTu. [iHec 25 mait 2021, 0THOBO BXOAWPaxMe HOBa npenopbka
KbM MUHUCTEPCTBO Ha 3ApaBeona3BaHeTo OTHOCHO CMELHOCTTa Ha BKMIOYBAHETO Ha XopaTa 3acTerHaTti oT peaku Gonectu B
NPUOPUTETHUTE rPYNI 3a BAKCUHWPaHE W OCUTYPABAHETO UM Ha paBeH [OCTbN A0 BaKCUHaLMS. OTKPUBAHETO Ha ,3eNeHn KOpUaopn” ot
NOHeAEeNHUK 10 YETBLPTLK He € A0CTaTbYHO, 3a fja rapaHTUpa PaBHONOCTaBEHUA AOCTbN A0 BAKCUHU HA XOPATa C TEXKM XPOHUYHN N
peaku 3abonseanus. TAXHOTO BakCUHWUpaHe cneasa Aa Gb/e NNaHyBaHo U U3BBLPLLBAHO CNOPe/ NNaH 3a BaKCUHUPaHe Ha Hai-
YA3BUMUTE TPYyNK.

Hai-ranamara anrakuialiua 3a nenku fionectu - FILIRORNIS NnUanRARA NNARUTANATRATA R 11ANA FRNONA NA ANNANANAT NNUONUTATUTA
- . -
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https://medicaltime.bg/%D0%9D%D0%BE%D0%B2%D0%B8%D0%BD%D0%B8/%D0%9E%D0%B2%D0%BB%D0%B0%D1%81%D1%82%D1%8F%D0%B2%D0%B0%D0%BD%D0%B5%D1%82%D0%BE-%D0%B5-%D0%B3%D1%80%D0%B8%D0%B6%D0%B0/n3612
https://medicaltime.bg/%D0%9D%D0%BE%D0%B2%D0%B8%D0%BD%D0%B8/%D0%9E%D0%B2%D0%BB%D0%B0%D1%81%D1%82%D1%8F%D0%B2%D0%B0%D0%BD%D0%B5%D1%82%D0%BE-%D0%B5-%D0%B3%D1%80%D0%B8%D0%B6%D0%B0/n3612

http://www.medinfo.bg/novini/zavyrshi-proekt-ovlastjavane-na-hora-s-redki-bolesti

CMUCAHMETO  ABOHAMEHT CTATUM KOHI'PECW CMPABOYHUK  3AHAC

MNpuut 7 Wanpatn

3AB'meM nPOEKT CBbp3akK nomm
+OBJIACTABAHE HA J
XOPA C PEQKH
BOJIECTU"

Teker = A +

%
= W 22042021 0

«3aBbpwh 20 MeceyHa MHUUHATHBA 38 OBNACTABAHE HA

xopa ¢ pegkun 6onectu. [IpoekTsT uMalwe 3a yen ga obyyun CbBETBAT BPEMEHHUTE U

W OBNIACTH CeMeNCTBa, SacerHaTy oT peakn Gonectusa

4N J 2 nosMwasane Ha rpaXxgaHcKaTa UM aKTHBHOCT. KbPMEmMTE XXEHU HA MUAT
Wi 01.06.2021 = 0 lapTHupaikyu cu ¢ HaH-CTapUA PECYPCEH UEHTBP 38 PEAKH AO 4 YALLU BOﬂA NOBEYE OT

Gonectyu 8 EBpona, naeHTdMUMPaxme ROOPH NPaKTHKMH,
KOMTO fa NPUNOXNM 1 B BbArapns, 3a 4a uBeaT

https://clinica.bg/17109-Obuchiha-semeistva-na-pacienti-s-redki-bolesti

NONAUTUKA

TbpceHe

OBYYUXA CEMEMCTBA HA NMALMEHTU C PEAKW BONECTU

CemeiicTBa Ha NALMEHTH C PeAKW Clinica.bg
6onecrv 6axa obyueHu kak Aa
THPCAT NPaBaTa Ha caouTe 61M3KN. press@clinica.bg
Tosa crana no speme 20-meceuHa
3a Har "M 4
AKTUBHOCT, ChobUM Hatanun Mpuroposa, npeacesaten Ha

3% XBHTUHITBH (BXA).

NpoekTsT LOBNACTABAHE Ha XOpa ¢ peaky Gonectn" 6e

M3MBAHEH C pMHAHCOBATA NOAKPeNa Ha UcnaHaus,

B OHNaitH nexynm 651Xa 3aN03HaTV CbC 3papaBHUTe, NuxTeHwaitH n Hopeervsa no IMHNA Ha GUHaHCOBUA
2
COUManHuTe 1 TPYAOBUTE UM NPaBa B CTpaHara MexzmabHa BRIl

B npakTUyecku 06yyeHns U CbbuTuA,

peanuanpany OHNAIAH 3apaav NaHAEMUATA 6AXa AUCKYTUPaHI HyAUTE OT COLMANHa NoAkpena. C NapTHLOPCKATa NOAKPENA Ha PeCYPCHUA
LEHTBP 3a Xopa ¢ peakun GonecTit (FRAMBU) exvunbT Ha NpoexTa naeHTUGNUMpa peavua Ao6pyu NPakTUKN B PELLABAHETO Ha TO3M
npo6nem. MpeacTon Te Aa GbAAT NPUNOXEHN U B Burapus.


http://www.medinfo.bg/novini/zavyrshi-proekt-ovlastjavane-na-hora-s-redki-bolesti
https://clinica.bg/17109-Obuchiha-semeistva-na-pacienti-s-redki-bolesti

