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#STRONGERTOGETHER #LWECECNPABUM3AEOHO
COVID-19

Ha 13 MapTt 2020 B P. Bbnrapua 6ellue o069BEeHO W3BbHPEOHO
NonoXeHue, nopagu HapacTBalma 6pown 3apazeHn ¢ COVID-19.
NaHgoeMyaTa NPOMEHU peanHocTTa Ha MUnmMapav Oywm no ceeTa U
MPOMEHM XxoOa Ha OeMHOCTTa He
CaMO Ha MpoeKTa HW, HO U Ha

ECEcnmamM MHOIro [OeWMHOCTVM CBbP3aHM C
uenute Ha rpakgaHckuTe
3AEAH@ opraHmsaumm B bbnrapuda. 3a ga

6bOeM bBKaBM W Oa 3arasmm
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N3Mb/IHEHMETO Ha MPOEKTHUTE OENHOCTK, EKMMNA Ce peopraHM3npa B
ONCTaHUMOHHA paboTa M OHMaWH eKMMHU cpeLllmn, a npenBuaeHoTo
NbpBO 0OyYeHMe 3a OBNacTABaHe Mo NpoekTa belle NpoMeHeHo Taka,
ye [a ce CbCTOM OHManH. B Bbnrapma 6bp3o Gelle opraHM3upaHa
kamMnaHuaTta #LWECECINPABMM3AEOHO, kaTo OTroBOp Ha cb3fanaTa
ce cutyaumsd. ,Llle ce cnpaBuM 3aegHO", TOBa e MOCNAHMETO, C KOETO
HenpecTaHHO pa3pacTBallia ce rpyrna rpaxgaHCcky opraHmsauunm B
coumanHaTta chepa oThpaBMxa NPU3MB 3a CONMOAPHOCT, CMOKOWCTBUE
N pen v NpuKaHmxa rpaXaaHCcKUTe opraHM3aumnm B LsgnaTta cTpaHa aa
NOMUCNAT U NpeanpuemMaT AENCTBMA KbM XOpaTa, 3a KOUTO Ce rpuxKar,
0a WM pagaT Hagewaa, 4e HUKOWM HaMa Oa 6bae WM30CTaBeH.
KaMnaHumaTta npepacHa B Npu3mB 3a 06egMHABaHE Ha BCUYKM YCUIUA
3a npeoponsBaHe Ha Kpu3ata c enugemmdara ot Covid-19 wm
HeobxoomMaTta camo Mm3onauma. B EBporna, EURORDIS npwu3soBa
3acerHatuTe oT peakh 6onectn cbe HSTRONGERTOGETHER , kaTo
opraHusaumara U3fese C  HAKOMAKO  CTaHoBMUWIA  OTHOCHO
3HAUUTENHOTO BflOWaBaHEe Ha Ka4yecTBOTO Ha >XMBOT Ha XopaTa
3acerHatm OT peoksM 6Gonect Mo BpeMe Ha  naHgeMuaTa.
Bb3MoOXHOCTTa OT AUCKPUMMHALUA MNpU TPpUaXKHaTa rpwxa 3a
3apa3seHnTe ¢ COVID-19 v npenopbkn 3a HesabaBHa couManHa
noakpena, 6sxa oTnpaBeHM B OTBOPEHM NMMCMa W CTAaHOBMLLA Ha Hal-
ronsgMaTta opraHmMsauma 3a pefdku bonectn B EBpona. KaTto yact ot
3acCTbMHMYECKaTa HM KaMMaHWsa M B OTTOBOP Ha akTyanHUTe CbbuTtua
B CTpaHaTa, HWe CbWo noakpenmxMe W afantupaxmMe Te3u
NpPenopbKK, KaTo MHPOpMUpaxMe Meaumte U MUHUCTEPCTBO Ha
3[paBeoNna3BaHETO C OTBOPEHO MUCMO OTHOCHO Bb3MOXXHOCTTa OT
OVNCKPUMMHALMA Ha Xopa C peakn 6o1ecTy Npu npenocTaBaHeTo Ha
30paBHa NoMoll Ha 3apaseHuTe ¢ COVID -19 xopa ¢ pegkn 6onecTtu.
OcHOBaHaTa HW npernopbka 6elle cBbp3aHa C He3abaBHOTO
M3roTBagHe Ha PbHbKOBOOCTBO 3a rpwka 3a Xopa C peaku 6onectu
3apaseHn ¢ COVID-19 v cbracyBaHeTO Ha JIeHEHMETO Ha Te3u
naumeHTn ¢ EkcnepTHMTe LeHTpoBe no peakn 6onectn B Bbnrapus.
Peokmute 3abondBaHMe, 4YeCTO  XPOHUYUHM, MHOMO  CIIOXHM,
nporpecupaLLm 1 TEXXKO UHBANMOMN3MPaLLM, MopaXaaT cneumPuryHm
HY>XOM OT rpmxxn. EdekTbT oT COVID-19 BbpXy 34paBeona3BaHeTo U
CouManHUTE CUCTEMU € OFPOMEH UM MPSKO Ce OTpa3aBa Ha MPUXKUTE,
KOUTO XOpaTa, XMBeeln C paagko 3abonsapaHe, nony4yaBaT npes ToBa
CTpecunpallo BpeMe, KakKTo U Ha TeXHUS COoLMaNHO-UKOHOMUYECKU
cTaTyc, o6pa3oBaHMe M1 3aeTOCT.



MNo-gony e HaMmepuTe MHDOPMaLLMa 3a rosidMa 4acT OT AeMHOCTTa Ha
npoekKTa 3a nepuoa oo Kpasa Ha Mecel, anpwun 2020 rogmHa.

sbonectra Ha XbHTUHITBH M COVID-19 - epHa TpyAaHa
KOM6uHaumua* ye6buHap Ha EBponeinckarta pedepeHTHa MpeXxa -
HeBpoJsiorniHu 3abonasaHusa (ERN-RND)

Huntington’s disease and * Open webinar April 6
the Covid-19 pandemic— + 4-5.30 pm Central European Time
a difficult combination

* 16 expert speakers from different disciplines

+ Questions can be responded in 16 languages: BG, DE, DA, EN,|
ES, FR, GR,IT, NL, NO, PL, PT, RO, RU, SK, SV
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Ha 6 anpun 2020 r. ce npoBefe OoTKpUT yebuHap Ha EBponenckaTta
XbHTUHITBbH Acoumnauma u  EBponenckaTa PedepeHTHa Mpexxa —
HeBponornyHu 6Gonectn (European Reference Network -
Neurological Diseases ERN-RND) c 16 naHenmctn ekcneptm oOT
Pas3NUNYHU OUCUUMANHNA.

PbkoBoouTtenkarta Ha npoekt EmpoweRARE HaTtanua Npuroposa B3e
yyacTre B CeEMUMHapa KaTto eguH OT Npe3eHTUpaLLmMTe eKcrnepTu, KaTo
CbLLEBPEMEHHO MMalle Bb3MOXHOCTTa 4a Moflyyn 1 rnocse crnogenm
rnocnenHa MHdopPMaLMs 3a NOIOXKEHMETO Ha XopaTa C peaKu bonecTu
B CUTyaumata Ha naHoemumara Ha COVID-19 m pa pasnpocTpaHum
MeXXOYHapOoOAHO Hanpenbka B OB/AaCcTABaHETO Ha xopaTa C penku
6onecTtn B Bbnrapua.



KoHcynTaTMBeH CbBeT OT MauUMeHTU C peaKu 3abondaBaHusa Mo
npoeKT ,,OBlacTaABaHe Ha Xopa ¢ peaku 6onectun*

BepeH Ha MOTOTO Ha rno6asHOTO p[ABMXXeHUEe Ha Xopa C
yBpexnaaHus ,Huuo 3a Hac 6e3 Hac“, npoekTbT EmpoweRARE nma
cBosl KoHcynTaTuBeH CbBeT OT FpaAaHCKU aKTUBUCTU C peaKu
6onectn, AoKasanM ce KaTo ,eKcneptu oT onuT*, KoUTo pAa
KOHCY/ITUPAT U CbBeTBaT HaLLUTE AEeNHOCTM.

TyK npefcraBagMe TpMMa OT 4feHoBeTe Ha Hawuma KoHcynTaTtmBeH
CbBeT, M3BeCTHMN N YBaXXaBaHW OT MHOIO OT BacC:

UnmnaHa ToHoBa, [penceparten Ha HauuoHanHa
Acoumaumsa Capkomaoosa

MnunaHa e pogeHa B Codma m ot 14 rogmHum ce
cbnbckBa C npobnemMuTe Ha XopaTa C peaku
6oMnecTn 1 yBpeXaaHusa nmuHo. B cTpemMexxa cu ga
NMOMOrHe Ha npuaTtenu, Mo3HaTM - Xopa C
YBpeXaaHua , HAKOM OT Tax C pedku bonectu ce
CTapae fa ce ocBefoM4aBa 3a NpoMeHnTe B HME -
HapenbaTta 3a MeguumnHcKaTa EKcrnepTsa, 3a fa e
3amMo3HaTa C aKTya/lHOTO MONOXXeHMe. YyacTBana B npeanoxxeHma 3a
npomMeHu B HapenbaTta, KOUTO ca BUNuM NpremMaHu U BKIOYBaHM B Heq.
MnmnaHa e aKTMBHO aHraXXupaH B 3acCTblMHMYecKaTa KaMmMaHua Ha
MPOEKTa, KaTo KOHCYNTUPa MU HacouyBa Xopa C peaku 6onectu no-
BbMPOCK CBbP3aHM C NpoLuenypaTa no npuoobueaHeTo Ha TEJTIK 1 e
NeKTop B NpeaBuoeHuTe Nno rnpoekta obydeHna 3a oBnacTsaBaHe.

Odecucnasa OMMUTPOBA, 4Y/leH Ha yMNpaBUTETHUSA
CbBeT Ha bbnrapcka XbHTUHITbH AcoLMaund

Jecucnasa e poaoeHa B Codud, MMa OBe Oeua, 3a
KOWTO C& HEOT/TbYHO CE MPUMXKM, KaTO OCBEH TOBA
PaboTM M e aKTMBEH 3acTbMHWK MO MpasBaTa Ha
xopaTa C penku 6onectm U yBpexkgaHua. Ta e
NU3KTIOUYUTENHO cuMHa 1 BopbeHa NMYHOCT, Tbi
KaTo MO-ManKWs M CUMH ce pakda C MOPOoK Ha
CbPLETO Mopamu, KOETO e MOoLJ/IOKeH Ha peavua
PUCKOBWM onepaumn. [ecu npemMuHasa npes
M3MUTaHMETO, KaTo caMaTa Ta [a e 3acerHaTa oT psaaKo 3abongBaHe U
0a ce rpuvXKM 3a Jelarta Cu C ropao M3npaBeHa rnaBa, KaTo HaMumpa




BpeMe Oa 3alimMTaBa 1 peanua rpaxkaaHcKm kaysu. [lecMciaBa Cblo e
NeKTop B NpeaBuaeHUTe Mo MpoeKTa obydeHMda 3a oBracTaeaHe, Nno
TeMaTa 3a NpaBaTa Ha JelaTa C yBpexaaHua B Bbnrapus.

NMuna AHrenoBa, ocHoBaTeN Ha TbpHbP CUHOPOM
bbnrapuga

NMuna e popgeHa B Codwua U oTpacHana npes
OypHUTE TOOMHWM Ha HoBaTa AeMokpauma. Bu
MCKana Aa XX1Bee B eAMH No-crnpaBeavB 1 KpacuBs
CBAT KbETO MMa MACTO 3a BCeKM 4YoBek. Buna e
ObArM rogvHn B MIHOMA U ce 3aHKMMaBa ¢ Mora. OcHoBaTen e Ha
dencbyk rpyna 3a noakpena Ha poauTenn Ha Oeula M »KeHU CbC
CuHOPOM Ha TbpHbP, KaTo B CBOGOOHOTO CKM BpeMe ce onuTBa
aKTMBHO [da MoaKpend, npedocTaBd [OOCTbMHa WHboOpMaLua u
nookpena mno-gobpute MedUMLUMHCKU TPYXKM 3@ XopaTa C penku
3abonaeaHung. PaboTuna e B HeMpaBUTENCTBEH WS CEKTOP, y4acTBamKmM
B NporpamMu 3a NpeaocTaBaHe Ha Bb3MOXHOCTUM 3a ydeHe npes Lenusa
YXMBOT. JIMNa e neKkTop B obydeHWATa 3a oBnacTadBaHe Mo TemaTa 3a
TpyOoBaTa peanmsalmnsa Ha xopaTa C yBpexaaHus.

Yuyactue B EBponeinckata KoHdepeHUMa 3a peaKu 6onectm u
NieKapcTtBa cupaum 2020 (ECRD 2020)
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INTERPRETATION SIMULTANEE

3a ga npefncTtaBu NpoekTa ,,OBnacTaBaHe Ha Xopa ¢ peaku bonectn® n
M3MbAHUM 3aNOXKEHUTE B KOMYHUKALIMOHHMA MaH Lenu, KakTo 1 3a



0a MoCTUrHEM NYBINYHOCT Ha MeXXOYHAPOAHO HMBO U Bb3MOXKHOCT 33
obMeH Ha OMWT M Cb3daBaHe Ha MapPTHbOPCTBA, eKMMNa Ha MpPoeKTa
M3roTBM MOCTep C MpeAcTaBsAHe Ha MpOoeKTa, 3a yyacTMe B Hau-
rongaMoTo cbbuTre 3a penkm BGonectm npes 2020 roamHa. ECRD ce
MpW3HaBa B CBETOBEH Mallab KaTo HaW-ronaMoTo, PbKOBOAEHO OT
naumeHTn cbbuTthe 3a penkm 6onecTn, MPM KOeTo Cce OCbLLEeCTBABA
CbBMECTEH AManor n ydyeHe, GopMmMpaLlM OCHOBUTE 3a M3rparkgaHe
Ha 6bOeln NONUTUKK 3a penKkun 6onectn. Bogello, BOAbXHOBABALLO U
AHIAXXMpPALLO BCUYKM 3aMHTEpecoBaHW CTpaHW Oa npeanpuemar
nencTBus, CbOUTMETO € HEHagMMHaTa Bb3MOXHOCT 3a Cb3faBaHe Ha
Mpexka U obMeH Ha 6e3UeHHWM 3HaHWA C BCUYKM 3auHTepecoBaHU
CTpaHW B OOWHOCTTA Ha peakuTe 6Gonectm - MNpeacrtaBuTenm Ha
nauneHTuTe, NOANTMLN, m3cneposaTenu, KAMHULNCTA,
NpencTaBUTENM Ha MHOYCTPUATA, NaTUM U perynaTopw.

Mpenopbku 3a AE€MNCTBUSA NO OTHOLLEHME Ha colManHaTa noakpena
OKa3BaHa Ha xopa ¢ peaku 6osiecTu no-epemMe Ha nNnaHAeMusTa ot
COVID-19 npu3uB 3a HeANCKPUMUHALUA

Ha cTpaHuuaTa Ha oduuManHug yebcanT Ha MpoekTa, MoxXkeTe [Oa
HaMepuTe NPeBod Ha OTBOPEHO MUCMO C MPenopPbKM 3a NogobpasaHe
Ha TMOMUTUKUTE 3a XxopaTa 3acerHatu OoT peaku 6bonectn Oo
OTrOBOPHUTE UHCTUTYLMM NybnmnkyBaHo oT EURORDIS Ha Ekmna Ha
npoekTa ,OBMacTaBaHe Ha Xopa C peaku bornecTu, npesene 4acTt oT
MUCMOTO B HedopMarHO MapTHbOPCTBO C ekMna Ha CapyykeHue
.PeTunHa bbnrapunga”. Copy>keHne PeTuHa Bbnrapmsa Cblo M3MbHABA
NnpoeKT ¢uHaHcupaH oT PoHO AKTUMBHU [pa)gaHW, Haco4YeH KbM
Hy>XOuMTe Ha xopaTa C HaMangBalWlo 3peHMe nopagun pPasfnyHm
JereHepaTUBHU BOMECTU Ha peTMHaTa, HAKOU OT KOUTO PeaKM OYHMU
3abongaBaHug. YacT oT MMCMOTO MMa 3a LieNn Oa oThpaBy NPenopbkM
OTHOCHO couManHaTa nogkpena M XONUCTUYHUTE TPUXKKM 3a Xopa C
pegkn 6onectn. XonmcTUUYHaTa rpmxa obxBalla Lenuva CrekTbp Ha
30pPaBHUTE, COLMANTHNTE N eXXeOHEBHUTE HY>XXOM Ha XOpaTa, XXMBeeLm
C panka 6onecT u TexHUTe ceMencTBa. [punaraHeTo Ha MepKuTe 3a
3a0bpyKaHe U KapaHTUHKWTE, 3a 0a ce n3berHe pasnpocTPaHeHMeTo Ha
COVID-19, MOXke Ola OKaxke CEPUO3HO BINAHME MPU NMPeaoCTaBAHETO
Ha XONMUCTUYHA FPWXKa 3a XopaTa, XX1BeeLlM C paaKko 3abongasaHe:



Hakowm oT mpenopbKMUTe B MUCMOTO Ca:

,<fapaHTUpaHe HaQ MUHUMYM YCAYri 3aQ rnogxkpena v JAnM4Ha
TOMOLL 3Q YF93BUMOTO HACEIEHME, BK/TIOYNTE/THO XOPQ, KXUBEELM C
paaKko 3a60/19BAHE, MO CbLIMA HAYUH, MO KOMTO ce MoaabPxXaT
MUHWUMQAIIHW YCIYr 3 AeLq OT YS3BUMU rpyrv B peauLd OAbPXKABM-
YreHkm"

SAHIFQXKUPAUTE U MoaKpersanTe MNauneHTCKN OpraHu3aLumu,
KOMTO CA CBbP3AHW C TEXHUTE MECTHW OO6LHOCTM M MOraT Ad
MNoAKPENAT  3OPABHUTE  YCYyru npu ocurypsBaHe Ha
MHPOPMALMOHHM MOoTOUN N J06PA KOMYHUKALMS, MAPTHbOPCKA
noakpena v paspaboTBaAHe HA MHOBATUBHU peLLleHUs B KpM3aTa.”

KakTo cMe 3ano3HaTu B Bbfrapma He CblLlecTBYyBa CTpaTermsa 1 nnad
3a coumanHa noakpena 3a xopa ¢ peakn 6onecTu, KakTo U LeHTpoBe
33 He3aBUCUM >XXUMBOT WNWM PECYPCHU UeHTpoBe. [lopaan ToBa
NpenopbKUTE 3a 4ENCTBME MO OTHOLLUEHME Ha XONTUCTUYHATa FpuKa He
MoOraT fa ce OTNPaBAT B LAIOCTHUA CUM CMUCHA. [TpeBoha Ha UsaioTo
oTBOpeHO nmncMo Ha EURORDIS, MoxeTe pOa HaMepuTe Ha
odMuUManHMa yebCcalT Ha NpoeKTa: www.empowerare.eu

Hawwuga npuvsmB 3a HeAUCpUMUHaALMA Ha NauMeHTUTe B YC/IOBMA Ha
Kpu3a, belle nybnumkyBaH OT MeAUMHUTE HU napTHbopu MEDICAL
TIME.
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Havano » » HElva 5 ycnosusTa Ha kpusa COVID-19

HE! Ha ACKpUMMHaLMATa CNpAMO NauueHTUTe C peaku 6onectn B

ycnosusTa Ha kpusa COVID-19
Moweaentvik, 06 Anpun 2020 | 1202:53
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3acTbMHMYECKA KaMMaHu4. OTBOpPEHO NMCMO A0 MUHUCTEPCTBO Ha
3A0paBeorna3BaHeTo.

KaTto 4acT OT 3QCTbMHMYEeCcKATd HW KAMMAHUS U B OTroBOpP HA
AKTYQIHUTE  CbOUTMS,  U3MNPATUXME  OTBOPEHO  MMCMO  AO
MuHucTepcTBO HA 34LABEOMA3BAHETO. 3QrN0O3HABAMKIM CE NoapPO6bHO
C HACOKUTE 1 PBbKOBOACTBATA My6/IMKYBAHN OT M3, BKTHOUUTETHO U
Te3n HA CTpaHMUATA HA bbrrapcku Slekapcku Cbro3 , YCTAHOBUXME
4ye HUKbOE He ce YrnoMeHaBQa rpouenyparta 3a rnpuemM U HACOKU
rpvi>ka HA MNauneHTr C penku 3a60/19BAHMS, KOMTO CA 3APA3eHM C
COVID -19. BbB Bpb3KQ C TOBA M B3EMAUVKM NpeaBud ya3BMMOCTTA HA
XopaTa ¢ penku 601eCcTy B TA3UW CUTYALMSA OTIPABUXME MPENOPbKM
30 He3a6aBHoO [eriervpaHe HaQ KomMucuaTa no peaxku 6o51ect KbM
M3 HQ U3roTBIHETO HA CrelnasiHO PbKOBOACTBO 3A MPeBeHUUs U
sledeHMe HAQ xopa c peaxku 6onectu 3apaseHu ¢ COVID-19, kKakTo m
KOOPAMHWPAHE HA OeUCTBMEGTA HA  34PABHUTE  BAACTM U
OOCTaBYNLMTE HA 34PABHU MPVXKU C MPENOPbKUTE OTHOCHO MPoVXKUTE
HO [auueHTW cC peakun 6osectn 3acerHatyn or COVID-19 Ha
ExkcrnieptHuTe LeHTpoBe o peakus 6osecty, djieHoBe HA
EBponevickute pegpepeHT MpexXiu. JIMHK KbM LAJI0TO OTBOPEHO
nrMcMo go M3 MoxeTe Oa HamepuTe Ha oduumanHma yebcanT Ha
npoekTa: www.empowerare.eu

NMbPBU OBYYUTEJIEH CEMUHAP Ha npoekT EmpoweRARE

OH-naitH obyuyeHune

[
»fpaBa Ha xopara ¢ yBpex/aaHus 26 anpun /Heaens/ 10:00- 16:00 4./ ZOOM

B Bbnrapua“ ‘

- Haranusa Npuropoea: moaepatop
- Wnuana ToHoBsa: obyunTen )
- WeaH leyes: oby4uten
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OVMCKPUMMHALUMA 1 WMnuaHa TOHOBa, KOATO € MauMeHT C paaKo
3abondaBaHe 1 eKcrnepT Mo npaKTuKa.

Mo BpeMe Ha obydyeHMeTo Oelle MpepocTaBeHa MHbopMauUsa 3a
OCHOBHMUTE rapaHTMpPaHK NpaBa Ha XopaTa C yBpexxaaHusa B Bbnrapua
M CBbP3aHW C TAX crydYyam 3a obcbyaaHe. Ha ydacTHuUUTe 6elle
M3MpaTeH NpeaBapuTeNHO NOAroTBEH Habop OT ydebHU MaTepuany,
a no BpeMme Ha obyuyeHuneTo bellle Cbh3faaeHa LWMPOKa Bb3MOXKHOCT 3a
OUCKYCUU, BbBMPOCK 1 paboTa Mo KOHKPETHW OTASMHU ClyYau.

YyacTHUUMTe B obydeHmeTo 6axa 30 aywin. Te 6axa MOKaHeHW Oa
MOMb/HAT BbMPOCHMK 3@ OleHKa Ha obydeHueTo, C KOMTO [nda
MpPoBepAT HMBOTO Ha 3HaHUS, CTapu U  HoBomMpwaobuTWk, Mo
CbOTBETHUTE TEMMW, KAaKTO M [a AafaT CBOUTE MHEHUS M NPENOopPbKM 3a
cnepBaumMTe OBe obydyeHuda. 21 (70%) y4acTHUUM OTroBopMxa Ha
aHKeTaTa.

N3MBJIHUTEJTHUAT EKUIM HA NMPOEKTA U3PA3Y9BA CBOATA
BJTIATOOAPHOCT HA BCUYKU, KOUTO OTAEJIUXA OT LEHHOTO
Cu BPEME OA HU OAOAT OBPATHATA BPD3KA, OT KOATO CE
HY>XOAEXME, 3A OA NJIAHUPAME HAWU-MONE3HUTE 3A BAC
BbAELLN OBYYEHUA!

AHANMN3 HA OBPATHATA BPBb3KA OT YHACTHULUWUTE B
MbPBOTO OBYYEHMUE MO NPOEKT EmpoweRARE

MecToXKunBeeHe Ha ydyacTtHUuuTte
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Bb3pacT Ha y4acTHUUUTE
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19% OT OTroBOPWNMTE Ha aHKeTaTa 3a obpaTHa BpPb3Ka Ca MbXKe,
ocTaHanuTte 81% ca »eHu.

3a nnaHupaHeTo Ha TeMuTe Ha ObaelnTe obydeHUs obpaTHaTa
Bpb3Ka OT y4YaCTHULUMUTE HU Oafe »enaHaTa MHGopMaLMa KbM KOWU
TEMU Te U3MNUTBAT HAW-TONAM UHTEPEC U MM CYUTAT 3a Han-nonesHu. C
Tasun Len 6axa 3a0adeHM BbMNpoCcUTe C OTBOPEH OTFOBOpP, OTroBOpUTE
Ha HAKOM OT KOWTO crnogendamMe cC Bac. Llenna aHanus Ha aHKeTuTe,
KaKTO 1 BEpHWTE OTroBOPW, MOXETe Oa HaMepuTe Ha odULIManHUg
yebcalT Ha MpoeKTa: www.empowerare.eu

OTroBopu no Bbnpoc 8: Koga yact oT obyyeHuneto Bu 6elue Hai-
MHTEepecHa " 3aL40?

OTroBop TyK ca ganu 19 ayuimn (90.48% oT pecrnioHOeHTUTE).

Hawm-uyecTo naBaHusa cnogeneH ot 10 ayuwin (47.62%) oTroBop, KOMTO HU
JaBa pafBalla HM MHOMKALMA 33 gobpe nnaHupaHo obydyeHue, e
MpaBaTa Ha xopaTa C yBpeXXAaHUA — 3aKOHU U UHCTUTYLIMU, KaTo
TYK 3 oy (14.29%) n3pnyHO nogyepTaBaT, e ABETe Mpe3eHTauMm Ha
ekcnepta kbM OMb6yaocMaHa WMeadH [dedeB ca WM OGUAM MHOTO
MHTEPEeCHM 1 NONE3HW.

Bcunuko MM 6elle UHTEPECHO U MOoJie3HO € OTroBop, AadeH oT 8
oywmn, 38% ot oTroBopunimTe.


http://www.empowerare.eu/

2 oyuwn (9.52%) noguepTasaT, ye uHPopmMauusaTa 3a TEJIK UM e 6una
MHOIO MHTEpEeCHa M Mofie3Ha U 9 onpeaendaT KaTo Han-NPUIoXUMa.

2 oywn (9.52%) onpenendaT KaTo Han-UHTepecHa 3a Tax TpeTaTa YacT
oT obyueHmeTo.

OTtroBopbT (1), 4Ye Hal-MHTepecHO Ha oTroBopunMa e 6una
nHdopmMaumaTa 3a WodbopcKaTa KHUXKKA HU JaBa MHOMKALMA, Ye
HAKOM OeTaln OT 3aKOHOBO YpedeHOTO MoArnoMaraHe Ha xopaTa ¢
YBpeXaaHusa He ca Aobpe M3BECTHU Ha BCUYUKKM M MpU obydeHnaTa
TpabBa Oa He ce M3MNyckKa TakaBa MHbopMaLma.

2 oywn (9.52%) onpenenaT KaTo MHOIO MHTepecHa Mpe3eHTaumuaTa n
3a PMHAHCOBUTE U COLMAJTHM MOMOLUM, Ha KOUTO MMAT MpPaBo XopaTta
C yBpexkaaHus / 3aKoHa 3a MHTerpaumsa Ha XxopaTa C yBpeXXaaHuS.

MHOro nonesHa 3a NjaHMpaHeTo Ha 6baelmnTe obydyeHUs HU Belle
obpaTHaTa Bpb3Ka 3a Bb3NpMeMaHeTO Ha AUCKYCUOHHMUTE 4acTu
KaTO ,MHOro BaXHM C LUen WUu3dcHABaHe Ha ,cneundunyHo
HanucaHaTa“ B Hapea6uTe M 3aKOHUTe MaTepus. [JaBaHETO Ha
KOHKPETHU NpuMepmn crioMara 3a U3ACHABAHEeTO Ha HeJOoCTaTb4yHO
fICHUTe TeKcToBe."

OTroeopu no Bbnpoc 10: CMaTtaTe nu, Ye ca HeobxoaMMU U Opyru
noao6HU obyyeHUs Ha xopaTa ¢ peAaku 6onectu M ako ga - no
KaKBu Bbnpocu?

20 oyuwn (95 %) oT oTroBopunuTe AaBaT MOMOXXUTENEH OTFOBOP, Ye U
Apyru nogo6Hn obyuyeHna ca Heo6xoanMu.

Han-yectnute otroBopm ca: ,Qda onpeaeneHo ca MHoro
Heo6xoAMMUY, C MHOIo LUEHHUTE [OOMbJAHUTENHU OBACHEeHUd
,30LOTO XOpaATd C pefKu 3ab6o0/19BAHNS 4YeCTO ce YyBCTBAT
O6BbPKAHMU N He 3HAAT KbM KOIro 4d ce o6bpHaAT. UHCTUTYyuunTte B
Bbnrapus He pa6oTar [OCTATBYHO €AMHHO U ce CJIy4YBd 3d
peLaBaHeTO Ha KOHKPEeTeH KAa3yc Ad ce HAJIoXN Ad O6MKoanL
HSIKOJIKO COUMAJIHU CHYX6U u 34paBHN crneyunajanctu v gd
nos1y4ULl OTroBOp ,,He CTe 3d HAC", BbB BApPUaHTUN U

dd, MUCJIS1 4e XopaTd He 3HASIT KbM KAKBU crieunasancTy ga ce
Haco4yaTt U MHOIro 3adKbCHSIBAT C ANArHosurte. BbpTar ce B eAnH



OMArbOoCaH Kpbr. ToOBa e 34paBHATA Hu cucTema. lMoBedeTo nekapu
JIeKyBAT rOC/eACTBUAATA, d He TbPCAT MNpPUYUNHNTE 3d
3a6on19BaHeTo 11 ,MOQO6HN O6y4YeHNs1 ca pPSAKOCT M cad MHOIo
Heo6xoauMM (N KAcASIT He CAMO XopaTd c peaAKu 60/1ecTv, HO n
BCUYKMN XOPA C yBpeXxAdAHUs )."

KaTto OTroBOp Ha TO3W BDBMNPOC Ca AadeHW noBeye rnpeaj1oxXeHmMd 3a
BKMKOYBaHe Ha Te3n B 6'b,D,eLLI.l/I nogo6Hu O6yquVI$7|I

O6y4yeHus, CBbp3aHMN C Bb3MOXXHOCTUTE 3a TPYAOBa peanmsaums ,
KbOeTo ce noayepTaBa, Ye eHa OT rofieMuTe TeMun KouTo Tpsabea aa
ce 3acerHe e 3aeToCcTTa U MOTMBALMATa Ha paboTonoatenmTe Aa HaemaT
TaKMBa xopa Npu ocurypsBaHe Ha NOAXOASALLU YCNOBUA Ha TPYA U
Bb3HarpaxaeHue- 3 oy (16.67%).

[a ce BKknwo4un MHPopMaLMs 32 CbCTOAHMETO Ha XopaTa C peaKu
6onectn B Apyru crtpaHu, GopMynmMpaHo v KaTo ,3drno3HaBaHe C
BCUYKN NALNEHTCKN OPraHU3AUnU U UHULIMATUBU, NOOAKPENSLUN
xopaTta c pegkun 6os1ectun He camo B bvarapus, a n B EC“,

ToBa e NpennoXeHme, Ha KOATO NPOEKTbLT € NlaHupa Aa oTroBopu C
BK/1IOUBAHETO Ha HOopBeXKna naptHbop FRAAMBU Resource Centre
for Rare Disorders, konTo Be4ye paboTu No naeHTuduLnpaHe Ha 0obpu
TEXHW MPAKTUKU, MHOBATUBHM 3a Bbnrapma n odakBa Ta3m obpaTHa
BPDb3Ka, 3a Oa OTrOBOPM MO HAaM-NOOAXOAALL HAYMH Ha HYXOUTe U
O4YaKBaHWATa Ha XopaTa C pefKkum 3abonaeaHma B Bbnrapusa.

O6yuyeHUe Unn KpaTKo pbKOBOACTBO C HAaCOKU KaKBO €AUH YOBEeK
C HAacCKOpoO ycTaHOBeHa psaaka 6onect e go6bpe ga npegnpueme
CTbMKa MO CTbMKa — KakBW Mperneov 4a M3BbpLUM U KbOe, KakBu
OOKYMeHTW ga cbbepe, KoM creumannctm ca Han-gokasanum ce B
cboTBeTHaTa obnacT, kos HIMO 6u Morna ga noMorHe u np.

O6yuyeHne Ha TeMa QUCKPUMMHALUATA HA pa6boTHOTO MSCTO.

O6yuyeHuMa 3a 3aKOHa 3a cCoOUuMaNHUTE YC/lyrn. 3aKoHa 3a 3aKpuna
Ha AeTeTo U 3aKOoHa 3a CoOLMasNIHOTO noanomMaraHe, PopMyiMpaHo 1
KaTo ,M0 CbLUTe BbMpPOCKU (KAaTO HACTOALIOTO obydeHue),
BKJ/IIOMUTE/THO HOBOCTUTE U USMeHeunsaTa.*

N nHTepecHOTO npeanioxxeHne B 6baeLlo obydyeHue ,ad ce Ha6serHe
U HA ncuxosiornvyeckd nogKpend, ¢ KOHKPeTHU rpuMepyu KAk ga



ce cnpaBs 4YOBeKbT C psaAKA 6osecT, Korato 3apagu
OrPAHUNYEHUATA, HQ KOUTO ro MoAsard TE/10TO My ce Hajsara Aad
nos1ara MHOro roseyve yCuvs oT 34PABUTE XOPad, A CbLUEBPEMEHHO
TPA6Ba A4a ce 6opu HAPABHO C TIX , 30 Ad MMA CBOETO MSCTO HA
nasapa Ha TeYAA UK B APYIMM HAYMHAHMS"

A eOouH OT OoTroBopuTe 3a TeMU Ha 6Obaelo obydyeHua e:
~MeankameHTn. OTroBopHoctu. flocrasuymyn. CpokoBe. AnrtedyeH
TYypu3bmMm. NMpobremMun*,

ACHO e, Ye Ma MHOIro TeMu, Mo KOUTO xopaTa C pefdku 3abonaBaHusa
Cce HY)>KOadaT OT olle MHOro AoNb/IHUTENHA MHDOPMaLME U B PaMKUTe
Ha npoekT EmpoweRARE HKe we ce onmtamMe ga oTroBOPUM MOHE Ha
4acT OT TEXHUTE HY>KO M.

OT1roBopm no Bbnpoc 11 KakBu geucTBUSA cMATaTe, Ye criegBa ga
6baaT NnpeanpueTy 3a oBlacTABaHe Ha XxopaTa ¢ peaku 6onectn?

Ha TO3M BBbMpPOC B aHKeTaTa ca pdadeHu 14 KOHKPeTHW OTroBopa,
[OKaTO He OTroBOPUMIMTE KOHKPETHO HaW-4ecTo [aBaT OTroBOp
,HaMaMm npegnoxeHue" unu ,He cMaTaMm, ue cbM KomneTeHTeH/a aa
otroeops«.”

EfoHa YacT OT AadeHUTe OTroBOPU CbLLO MHOMKMPAT, Y€ CMUCHNBT Ha
,OBracTaBaHeTo" He ce pa3bupa 1 3aToBa TyK LLe JaOeM TblKyBaHETO
Ha EBponeickms ®OopyM Ha NaUMEHTUTE 33 TOBa KakBO €
oBnacTsBaHe Ha NaLueHTUTe:

OBJIACTABAHETO e npouec, KOMTO MNoMara Ha XopaTta pAa
NpUAOCGUAT KOHTPON Haf, CO6CTBEHUS CU XXUBOT U Aa yBesiMvaBaT
KanauyuTeTa Cu, KaTo OAEeMCTBaT Mo BbMPOCU, KOUTO camMuTe Te
onpepenaTt KaTo BaXKHWU.

ACTEKTU HA OBJIACTABAHE ca:

camMoedUnKacHOCT,
caMoCb3HaHue,
YBEPEHOCT,

YMeHWS 3a cnpasgaHe,
34paBHa rpaMoTHOCT



OcHoBHaTa Uen Ha OB/lacTadBaHETO € YKpenBaHe Ha KanauuTeTa U
pecypcuTe Ha yd3BMMMaTa rpyna.

3a MNOCTUraHeTo Ha OBflacTagBaHe € HeO6XO,D,l/IMO MHd)Ole/IpaHe,
o6yl-|eH|/|e, 3aCTblMHNYECTBO, MOoCTUraHe Ha PaBHOMpPaBHO
Cpry,EI,Hl/ILIeCTBO/I'IapTHbOpCTBO C [JoceralllHMTe BJ1aCTUMallM 3a
ydacCTtmne BbB B3E€MaAHETO Ha KaCaelll OBJ1aCTABaHNTE peLUeHN4.

MNpegnoXXeHuMTe OT OTFOBOPUSTUTE KOHKPETHU oencTBumga ca:

Ada ce wusrorBn nporpama 3a nogkKperna HA XopaATd C pPeaKu
6os1ecTu n ga ce cneau 3d HEMHOTO U3MbJIHEHUE — NPENNTOXKEHO OT
3 oy (21.23%).

Mo-wnpoko ydyactme B 3acegaHMsATa Ha KomucusaTa no peaku
6o51ecT cbC cbBeELATE/IEH IJIAC — BHECEHO MpPeasioXeHune oT 2
aywu (14.29%).

BmecTto no Hapeg6a 16, ga ce npueme Bcn1ikm PEKU BOJIECTU
OT C30 AA CA B CIMMTUCBbKA- npegnaraHo ot 2 ayuwimn (14.29%).

n»foBuwaBaHe MHPOPMUPAHOCTTA 3a Te3un 6os1ecTn

CApYy)XeHUNSITA ¢ HECTONMAHCKA UeJl, KATO OpraHnu3aynm Ha xopda c
peaxkun 6osrect, A4Ad MUMAT Bb3MOXHOCTTA 3d npuHocC npu
cb34aBaHe HA perncTtop HA 3a60/19BAHETO, KOKTO U Ad nosiy4yaBarT
MH¢OpMOHMﬂ, CBBbP3AaHdA CbC 3060/19BAHETO, KoeTo
npeagcraB/isABAT.

OcBegoMsaBaHe HA LUMPOKATA O6LUECTBEHOCT 34 TPYAHOCTUTE,
KOMTO TAKUBA XOpPd U3MUTBAT, 11 KOKBO BCEKUW 611 MOIrb/14Q HAMNPABH,
rnpu KefaHue, 3a Oa v roakpenu. Ypes 3agercrBaHe HA
noTbprneBWNTE U O6LUECTBOTO Ad Ce OKa)Xe AOMb/IHUTE/IeH
HATUCK HO CbOTBETHUTE CTPYKTYPU HA OAbPXABATA 3d BbBe)XXAAHe
HQ 6/1aronpUsTHY MPOMEHM.

MNMpoav/mkasaLm 06yqum=', BKJ/TIOYNTEJ/IHO 3A 3ACTbMHN4YeCTBO U
rpa)kgaHCKAa dKTUBHOCT

MNpennoxeHna, 3a KoUTo Tpabea Oa ce nobunpa, ca:

PaswupsaBaHe Bb3MOXHOCTUTE 3a 6e3nnaTHU reHeTU4YHU
mnicnenBaHusd, 3a paHHOTO MM OTKPpUBaHe U eBeHTyaJ/IHO NNIe4YyeHUue



Bb3MOXXHOCTU 3a N/1aTEeHO OT Abp)KaBaTa JieueHue B ‘-Iy)KGMHa, aKo
TYK HAMa TaKuBa.

Cb3naBaHe Ha UWHCTUTYLUMUA 3ano3HaTa C BCUYKU NMpaBa Ha XopaTa C
peaKu 3abongaBaHmna u yBpeXxaaHufd, KbM KOATO 4YOBeKbT WU
HerosmTe 6G1M3KM Oa MoraT aa ce O6praT N T4 Oa JaBa KOHKPETHU
HACOKWM N MpernopbKuM cnoped nHomnBmayaiaHna cnyqam Ha 4YOBeKa, Aa
MYy 6bﬂ,e Pa3ACHeHO CTbllKa Mo CTblKa nopegHoCTTa N MHCTUTYLUUnnTE
KbM KOUTO MOXXe Oa Cce O6pre n nopegHocCTTa " CI'IeLJ,l/ICbl/IKaTa Ha
OJOKYMEeHTUTE.

Cb3aaBaHe Ha AOOKYMEHT, KOUTo o6o6waBa MHPopmauuaTa oOT
BCUUYKM 3aKOHOBM pa3nopenbu 1 MocouBa KOHKPETHUTE MHCTUTY LUK
M MOpPeaHOCT, KbM KOUTO TpabBa Oa ce obbpHaT xopaTa C penku
3ab6onaBaHUa UNK TEXHUTE BIN3KN.

NpoyuyBaHe Ha HY)XAUTe Ha XopaTa C peaKu 3abonsaBaHuUa MU
cbaeuncTBMe 3a BHacsiHe Ha 3aKOHoAaTeNTHU NMPOMEeHMU.

KOHKpeTHa aHraXMpaHoOCT Ha /leKapuTe KbM XopaTa C peaKu
3abonasaHus.

CoumanHm ycnyrm wm noakKpena, crneuuanmMsmpaHm cnopefa
HYXXAUTEe Ha XopaTa C peaKu 6onecT.



OEVWHOCTTA HA HALLUS HOPBEXXKWU NMAPTHbOP

OTroBopuTe Ha ydyacTHMumMTe B [bpBUA
obyunTeneH CceMMHap Ha MpoeKTa
EmpoweRARE npepnocrtaBmxa UeHEH
MPWHOC 3a TEXHUTE MHTEepEeCK U HY>XOa
\ OT ponbfHUTeNHa wHbopMauma 3a

Halng HOpBeXKW mapTHbop FRAMBU

F RA M B U PecypceH LUeHTbP 3a pPedKn

RESOURCE CENTRE FOR RARE DISORDERS 3abongaesaHug.

EkcrepTuTe, KOMTO ca BKKOYEHM B Npoekta EmpoweRARE, paboTaT
AKTUBHO BbPXY MOEHTUDULMPAHETO Ha OBPUTE HOPBEXKM MPAKTUKM
M MHOBALIMKM, KOMTO MoraT ga 6baaT npeHeceHW Ha Bbnrapusa v Oa
Cb3[adaT OCHOBA 3a YCTOMYMBO CbTpPyAHMYECTBO B obnactrta Ha
penkunTe 601ecTn Mexay HalluTe CTpaHW. 3a ChKaneHue OemHoCTTa
Ha pecypcHUsa LeHTbp belle Cepuo3HO 3acerHaTa OT MaHgeMumara.
Bcrukm KypcoBe 1 noceuwleHma B Frambu ca oTMeHeHW oT 13 MapT
2020 r. Bcryukum neTtHm narepun npe3 HKonum — aBrycr CbLLO Ce OTMEHSAT,
KaTO TOBa € NpeLefeHT B UCTOPUATa Ha LleHTbpa. [o-rongmMa 4acT oT
nepcoHana paboTaT OT BKblUW. LlenuaT KOHTaKT C nauueHTUTe WU
npodecmoHanmMcTMTe Cce OcCbllecTBABa OHMNaMH. KypcoBe 3a
eneKTPOHHO 0by4deHMe ca OTBOPEHM M OOCTbMHM 338 BCUYKM, HO CaMo
Ha HOPBEXKW e3uMK. Bbnpocn u 3anuTBaHUA OT MaUUMEHTU U
crneumanmcTm ce oTNpaBaT Mo TenedoHa Wan Mo eNieKTpoHHaTa noLla.
KoraTo ca HeobxoOomMMmM KoHCynTaumm, Te ce M3BbPLUBAT OHMaWH OT
npodecmoHanmcTuTe Ha ueHTbpa. OpraHuMsnpaHu ca yebuHapwu,
rpynoBU OUCKYCUKW U CEMMHAPW MO CUCTEMA 3a BUOEOKOHPEPEHLNN.
Frambu HenpekbcHaToO aKTyanumsmpa yebcanta cu ¢ HbdopMaLms 3a
BMpyca W peokuTe 3abonaBaHus.
LleHTbpa aKTyanmsmpa BPbB3IKU KbM
Pas3fINYHU MEeOULMHCKU UHCTUTYL MU
KaToO  HopBeXKMa - MHCTUTYT  3a
obllecTBeHO 3apaBe M HopBekkaTa
onpekuma no 3hpaBeona3BaHeTo,
KaTO W [OBeTe ca OTroBOPHW 3a
B3eMaHeTo Ha peLleHmnda Ha
cUTyauudara.




JonbnHuTenHa l/IHCbOpMaLI,l/IQ 3a TMpoeKTa, uennte, OenHoCcTuTe M
MOCTMXKEHUNATA MOXXETe [Oa OTKpUeTe Ha OCbVILI,l/IaﬂHVIS:l ye6cal?|T Ha
MNpoeKTa: https://www.empowera re.eu

EmpoweRARE

MNopavprkanTte ce UHGopMUpaHU!

3a noa ce aboHMpaTe 3a 6oneTrHa UKW Aa nonydmTe nosede
MHPOopPMaLMa, MoNa noceTeTe yebcanTa Ha NpoeKTa:
www.empowerare.eu

Facebook: https://www.facebook.com/empowerare/

Instagram: https://www.instagram.com/huntington.bg/

To3u [OKyMeHT e cb3gageH Cc ¢uHaHcoBaTa nogkperna Ha Q@oHO AKTUBHU
roaxgaHu bvarapusa no @MHAHCOBUA MexXaHn3bM HA EVK. Lia1aTa oTroBOpHOCT
30 CbAbPIKAHMETO HA AOKYMEHTA Ce HOCU OT ,bbrapcka XbHTUHITbH Acouymaymsa”
W rpuy HUKAKBW O6GCTOATE/ICTBA HE MOXXe Aa Ce rpuemMa, 4ye TO3u [AOKYMEHT
oTpa3gBa oOPUUMAIHOTO CTaHoBuLe HA @OUHAHCOBMS MEXAHWU3bM  Ha
EBpoOnerickoTo MKOHOMMYECKO MPOCTPAHCTBO 1 Onepatopd HA PoHA AKTUBHU
rpoaxxgaHu Bvnrapus.
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