lceland [Pd_l_‘

Liechtenstein  Active
Norway citizens fund

Pabomum 3aedHo 3a npuobwjasawia Eepona

FmpoweRARE

OBnacraBaHe Ha XO0pa C peaku 6onectu

Bbonecmma moxce da e padKa, Ho 2puxcama He mapb6ea da 6voe makasa !

MPOEKTEH BIONTETUH
M3BbHpeaeH 6poi

CneunanHo nspgaHume 3a
npeausBuKartencrsata Ha COVID-19

ABTYCT 2020



NHPopmauma 3a npoekra:

CokpaweHune: EmpoweRARE

Ped. No: ACF-231

TematuyHa obnacrt: SEC-12-FCT-2017

HavanHa gata Ha npoekTa: 01 Oktomspmn 2019
MpogbnxutenHoct: 18 meceua

PbkoBoauTen Ha npoekTta: Hatanua MNpuroposa OpraHusauuma:
bbarapcka XbHTUHITHH Acounauma EneKTpoHHa nowa:

info@huntington.bg MapTHbop: FRAMBU, Norway

OdunumanHa cTpaHuua: https://www.empowerare.eu/ Facebook:

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



mailto:info@huntington.bg
https://www.empowerare.eu/
https://www.facebook.com/empowerare/

CUTYAUUATA C PEOKUTE BOJIECTU U
NPEAU3BUKATE/NICTBOTO HA COVID-19

Kou cme Hue - xopaTta ¢ pegku 6onectu ?

Hue cme xopa, 3acerHati ot peakun 601ecTu - TakMBa, KOUTO 3acAraT MasbK NPOLEHT
OT Hace/IeHUETO, HO MOPaAMN 3HAUUTENHUA BPOW PA3NMYHK peaku Bonectu, 3acarawm
ronam obuw, 6poit Ha HaceneHweto. Cnopes amepuKaHcKata opraHusauma Global
Genes no cseta Uma okosio 300 MUAMOHA AylWK, XKUBEELWM C pALKO 3abonaBaHe.
[MoBe4yeTo OT TAX Ca FrEHETUYHM N NO TO3U HAYUH NPUCHCTBAT Npe3 Lenma XMBoT Ha
YoBEKa, MHOTO OT peAKkunTe 3ab0NABaHNA Ce NOABABAT B HAYaAZI0TO HA KMBOTA.

EBponeiickaTa Komucua No obLLecTBeHO 34paBe onpeaens peakute 6onectn KaTo
L,HUBOMO3aCMpPAWAsawU Uau XPOHUYHO UHBaaudusupawu 3a60a498aHUA, KOUMO ca
C MO/IKO8A HUCKO pa3npocmpaHeHue, Ye ca Heobxodumu crneyuasaHu KoMmOUuHUpaHu
ycunua 3a crpasaHe ¢ maAx“. MNo-KbCHO TEPMUHBT ,HUCKO pPa3nNpoCTpaHeHue” e
AeduHMpaH KaTto 0610 03HaYaBall No-manko oT 1 Ha 2000 aywwn. bonectn, KouTo ca
CTaTUCTUYECKM pPesKW, HO He ca M  KMBOTO3acTpallaBallM, XPOHWYHO
WMHBaNMAN3MPALLM NN HEAEeKBATHO IEKYBAHM, Ca U3K/IIOYEHM OT TOBA onpeaeneHue.

EBponeiickunaT cbto3 onpesens eaHa 6onecT 3a pagKa, KoraTto Ts 3acAra N0-mMasiko oT
1 Ha 2000 rpaxgaHu. Kbm gHewHa gata ca ngeHMouumMpaHu Hag 6000 pasanuHm
peakun 6onectn, Konto 3acarat okoso 30 munamoHa gywu 8 EBpona 1 300 MuanoHa B
uenua ceat. 72% oT peaKkuTe 3a601ABaHUA ca reHETUYHU, OKATO APYrX ca pe3yaTaT
OT UHbEKUNN (baKTepnanHM UAN BUPYCHU), aneprum U NPpUYMHU OT OKONHaTa cpeaa
WK Ca gereHepatuBHU U nponndepaTmeHu. 70% OT Te3n reHeTUYHU peaKu bonectn
3ano4BaT B AETCKA Bb3pacT.

Mopagu HUCKOTO pasnpocTpaHeHMe Ha BCAKO 3abonsBaHe, MeAMLMHCKaTa
eKcnepTM3a e pPAAKA, 3HAHMATA 33 TAX Ca OCKbAHWU, NPEeANaraHeTo Ha TPUNXKK
HeAOCTaTbYHO M U3CNeABaHMATA ca OrpaHUYeHU. Bbnpekn ronemus cu obuw 6poi,
nauueHTuTe C peaku 3abonaBaHUA ca CUpaLM Ha 34paBHUTE CUCTEMM, Ha KOMTO YECTo
ce 0TKa3Ba AMarHo3a, Ie4eHne 1 No3nuTe OT HaydHWUTE U3c/ieBaHunA



EBponeiickata cbBMecTHa nporpama 3a peaku 6onectv (European Joint Program on
Rare Diseases - EJP RD) obeanHsaBa 130 MHCTUTYLUUM B 27 AbprKaBu-4ieHKN Ha EC,
KakTo M KaHaga, ApmeHus, Tpysusa, U3paen, Hopserns, Cbpbus, LLseliuapusa u
Typuma, 3a noCTUraHe Ha CBOWTE ABE OCHOBHW LLenu:

1.,,Aa ce noao6bpu nHTerpaumaTa, edprKacHOCTTa, PE3YATaTHOCTTA M COLMAHOTO
Bb34ENCTBME Ha HaydHUTE WU3CNeABaHMA BbpXy peaku 3abonsasaHus udpes
paspaboTBaHe, AeMOHCTpMpaHe U nonyasapusmpaHe ¢ obmeH B EBpona 1 no uenus
CBAT Ha nuscnegBaHnAa U KIMHUYHWU OaHHWU, maTepuaan, npouecun, 3HaHnUA U Hoy-Xay.

2. MpunaraHe W no-HaTaTbWHO pa3paboTBaHe Ha edeKkTMBEH MoAen Ha
¢durHaHCOBa NoaKpena 3a BCUYKW BUA0BE U3C/AeABaHNA HA PeaKM 3abonnaBaHua
(dyHAameHTanHw, K/IMHWYHK, ennaemMMnOosIOTUYHU, COLUMAHW,
MKOHOMWYECKM, 34paBHU YCAYrM), CbYETaHW C YCKOpPEHa eKcnioaTauusa Ha
pesynTaTuTe OT Hay4YHUTE U3CNeABaHNA B N0A3a Ha NauneHTuTe “

https://www.intechopen.com/books/rare-diseases/international-data- sharing-and-
rare-disease-the-importance-of-ethics-and-patient- involvement

OuakBaHUAT ronsam obuw, 6poit Ha naumMeHTUTE C peaku 6osectn, cupaumTe B
30paBHUTE CUMCTEMM, HA KOUTO YECTO ce OTKasBa AMarHosa, JieyeHue W nonsute ot
HayyHUTe u3C/neABaHWA, e npuyMHaTa HauuoHanHaTa opraHuWsauus 3a peaku
3abonasaHmna Ha CALL (US National Organization for Rare Disorders - NORD),
OpraHM3aLMsa 3a 3alMTa Ha NauMeHTUTe, MOCBETEHa Ha ML C peaKku 3aboaBaHMA 1
OpraHM3auunTe, KOMTO M obcnykeaT, ¢ noseve oT 300 opraHuW3auMK 4YneHoBe, Aa
n3bepe 3a cBOI AEBU3

Alone we are rare. Together we are strong.

Camu Hue cme pegKu (ManKo pasnpocTpaHeHu). 3aeAHO CMe CUJTHU.
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30 munuoHa B8 Espona...

300 mununoHa no cseera...

M3rpaxaaHeTo Ha MHPOPMMPAHOCT 3a peaxunTe 3ab0NABaHWA € TOJIKOBa BasKHO,
3awwoTo 1 Ha Bcekn 20 Aywm wWe Kusee ¢ PpAAKO 3abonAsaHe B gageH MOMEHT OT
»KMBOTaA CU. BbrpeKkn ToBa, 3a noseyeto peaxkn 60ecTn Bce OWe HAMA JieYeHne M
MHOTO OT TAX OCTaBaT HeAMarHOCTULMPaHW.

B'bl'lpeKM Yye BCe ouwe Aa He CMme A0CTaTb4HO JieKyBaHU, HUEe CMe NPU3HaTHU
3a npeausBUKaTeNICTBO

[eHAT Ha peaKuTe 3a60n1ABaHUA ce 0TOE/1A3Ba B NOC/IeAHUA AeH Ha ¢deBpyapu BCAKA
roamHa.

[eHaT Ha peakuTe bonectn e otbensnsaH 3a nbpsu NbT oT EURORDIS 1 Herosusa CbBeT
Ha HaLUMOHaHUTe annaHcy npes 2008 r. M NO-KbCHO € NPU3HAT B CBETOBEH MalLab.

OcHoBHaTa uen Ha [leHa Ha peaKkuTte 601ecTU e Aa NOBULLIKM OCBEAO0MEHOCTTa cpej,
LWIMpOKaTa O6LEeCTBEHOCT M XOpaTa, B3emaluM pelleHus, 3a peakute 3abonasaHus
M TAXHOTO Bb3AENCTBUE BbPXY }KUBOTA Ha NaLUeHTUTE.

KamnaHuATa e HacoyeHa NpeayMHO KbM LLIMPOKATA O6LU,ECTBEHOCT M CbUWO TaKa ce
cTpemMn ga nosuwn oCBegoOMEHOCTTa Ccpea noantuuute, I'IY6I'IMHHMTE BNacTty,
npeacrasutennuTe Ha MHAYCTPUATA,



nicnegosartennte, 3gpasHUTeE cneunaanctn U BCeKHU, KOMTO MMA MCTUHCKM NMHTEepec
KbM peaKkuTe 3abonaBaHus.

CneynanHo BHMMaHMe ce 0b6pbLLA Ha yyacTMETO Ha nauMeHTa (HapuyaHO CblLUO
,aHraxupaHe Ha nayveHTa”) B yYNpaBNEHUETO Ha HayyHWTe M3CcAeaBaHus,
npeav3BUKaTeCTBATA 33 ePEKTUBHO M OTFOBOPHO BK/IHOYBAHE Ha NaLMEHTUTE U Kak
nauueHTMTe C peaku 3abonfBaHMA moraT Aa 6bAAT BK/AOYEHU KOHKPETHO B
ynpaBaeHneTo Ha 6UOBGaHKMPAHETO U CNOAENAHETO Ha AAHHM.

YBa)KeHMeTo KbM OBLLHOCTUTE € BaXKeH eTUYEH NPUHLMN B 34paBHUTE U3CaeABaHUA.
Cnopepg, Charles Weijer et al. uscnegosatenmte nmat ,3afb/IXKEHMETO Aa 3a4mTaT
LEHHOCTUTE U WMHTEpecuTe Ha OBLHOCTTA B HayyHWUTE M3CNenBaHWA W, KOrato e
Bb3MOXHO, Aa 3awmTaBaT ob6lWHOCTTa OT Bpeaa”. TosnM MpuMHUMN € BUAHO U B
MeXAyHapoAHUTE HACOKM 3a eTUYHM M3cneaBaHua B obnacTta Ha 34paBeTo Ha
CbBeTa 3a MeXAyHapoAHM OpraHuM3auuMmM Ha MeauUMHCKMTE Hayku u CBeToBHaTa
34paBHa OpraHu3aums:

2MN3cnedosamenume, cnoHcopume, 30pasHume Ope2OHU U CbOMEEMHume
UHCmMumMyuyuu mpabsea 0a aH2axuUpPAM MOMEHUUAAHU y4acmHUYU u obuwHocmu 8
CMUC/IEH Mpoyec Ha yyacmue, KOUMmO au 8K/048a M0 PAHEH U ycmoliyus HAa4YuH 8
npoekmupaHemo, paspabomeaHemo, UsmbaHeHUemo, NPOeKMuUpPaHemo Ha npoyeca
HA UHGOPMUPAHO cbesnacue U MOHUMOPUH2d HA HAYYHUME U3CAe08aHUS, U Mpu
pasnpocmpaHeHUemo Ha pesyamamume om Hezo “(Hacoka 7)

YyacTMeTo Ha NauMeHTUTE U OpraHM3aLMuTe 3a 3alMTA Ha NALMEHTUTE B PaMKuUTe
Ha u3cnepoBaTesiCKaTa AeiHOCT, pa3paboTBaHETO Ha /IeKApCTBa M NPesoCTaBAHETO
Ha rPUXKK Ce NPaAKTUKYBA BCE NO-4eCcTO U e 06eKT Ha MHOro6poHM HaLMOHANHU U
MEKAYHAPOAHM HACOKU 33 eTUYHA Uu3Cc/efoBaTesiCKa AelHOCT. YyacTMeTo Ha
nauMeHTa e, KOraTto nauueHTUTe ,CMUC/IEHO U aKTUBHO CbTPyAHMYAT B
ynpaBAeHUEeTO, OnpeaeNAHETO Ha MNpPUOPUTETUTE WUAM B MPOEKTUPAHETO M
npoBeXxAaHeTo Ha uscaeaBaHuATa”.



[eH Ha peaKute 6onectn B EBponeiickua napaameHT

Xoparta, xuBeewmn ¢ SMA, ALS u apyru pefku 3abonsBaHusA, b6saxa B LEHTbpa Ha
cbbuTUETO 32 peaku bonecTn B EBponelickua napiameHT Ha 18 pespyapu. CbbuTtmeTo
bewe opraHu3MpaHo oT Biogen B cbTpyaHuuectBo ¢ EURORDIS, naumeHTcKaTa
OopraHu3aums 3a peaKu 3abonasaHus.

Mpepgussukarenctsoto Ha COVID-19 naHpemuaTa 3a xopaTa C peaku
3abonaBaHuA

CaHOpa Kypbue, nvpekTtop Ha coumanHute mscnegsaHus B EURORDIS, rnacbT Ha
xoparta ¢ peaku 6onectu B Espona, https://www.eurordis.org/ ) komeHTnpa: ,fcHo e,
ye naHaemuAta COVID-19 oKasea cneumdpuyHO Bb3LENCTBME BbPXY 34PaBETO U
KayecTBOTO OT KMBOTa Ha 30-Te MUANOHA AyLliK, XKUBeeLwm ¢ paaKa bonect B EBpona
M HAUCTWMHa No CBeTa.

Ot rogmHn EURORDIS cbbupa paHHM 33 OnuTa Ha XopaTa, *KMBEEWM C pPALKO
3abonABaHe, KOETO NOKa3Ba OFPOMHUTE TPYAHOCTU, KOUTO T€ U3NMUTBAT NPM AOCTbMA
00 TPUXKN, HAMUPAHETO Ha NOAXO0AALL, CNEeUMANNCT U NOAXOAALLM Tepanuu.
Cb3gaBaiiku HOBM 6Gapuepu, HacToAlaTa NaHAemMuA BAOwWaBa Ta3uM M 6e3 ToBa
TPYAHa cutyauua. Buxkaame ciydam, KOrato ToBa Mpeam3BMKBA CUIHO YYBCTBO Ha
6e3nokoicTBO cpes, cemelicTBata. [pu3oBaBame MNOAUTULMUTE U ObPXKaBHUTE
CNYXKUTENU A NMOMHAT KOJIKO YA3BMMA € HawaTta ObWHOCT M Aa mnosaraT ycuams,
KOraTo e Bb3MOMKHO, B Nnepuvoga cfef 3aTBapAHeTo; Aa ObAaT BHMMATENHM U Aa
3alMTaBaT X0paTa, *KMBEEeLWM ¢ psaaKa bonect”.

Ta pobaBs, Ye Tasmn CUTyaLMA Ce YCNOXKHABA OT (aKTa, Ye XopaTa, }KUBeeLu C peaKu
3a6onaABaHMA, ca MNO-MaJiKO W3BECTHW M C/eA0BaTe/HO ,He ca A[OCTaTbyHO
pa3no3HaTh OT cMCcTemMaTa”, KOeTo 03Ha4yaBa, Ye NaumMeHTUTe ca ouwe MOo-yA3BUMU U
Nno-mafiIko AOCTbMHW [0 MepcoHanusupaHa nomoll. Kypbue noauveptaBa, ue
3a6aBAHETO B MOMEHTA HAa AWArHOCTUKATA UM PYTUHHUTE NleYeHUA Le MNOCTaBU
HeobuyaiiHa TeXKecT BbpXy 34paBHUTe cuctemu cneg COVID-19.

»aAnarHosmpaHeTto n 6e3 COVID-19 e AOCTaTb4YHO TPYAHO, Tbl KAaTO MOHAKOra MoXKe
Oa oTHeme A0 15 roguHu, 3a Aa ce noslyym ToYHa guarHosa. Tasu KpM3a 03HayaBa, ye
CcnyyauTe He ce pascsenBaT WMAWM NpocneanasaT NpPaBUIHO, KOETO O3HayaBa, Ye Mma
HaTpynBaHe Ha M3ocTaBaHe. "



https://www.eurordis.org/

»HeLo noseye, MHOro ot Tean 3abonABaHUA ca AereHepaTMBHU. KONKOTO NO-KbCHO
ce AUarHocTMUMpaT NauUeHTUTe, TOJIKOBa NO- HAaTaTbK NONOXKEHMETO UM MOXKe Aa
ce BJ/IOWM, KOETO 03HAYaBa, Ye Te Ce HYXKAAAT OT MO-C/AOXKHO JieyeHne U ToBa Lie
HaToBapW 34paBHUTE cucTemMU B Bbaelue. "

TA Kas3a cblio, Ye BbAPEKU Ye NauMeHTUTe ca 3acerHatu ot Tosa B uana Espona,
HAKOM CTPaHM ca HENPONOPLMOHAHO 3acerHaTu.

Hanpumep, ocem OT AeceT onepauuyM ca OTMEHEHU WU OT/IOXKEHU B PymbHus,
MHOro Hag cpepHoTto 3a EBpona. ToBa e Hello, KoeTo ce Habnopasa u B Apyrun
CTpaHu oT U3TouHa EBpona.

MaHpemuaTta Ha COVID-19 3aTpygHABa A0CTbNa A0 FPUMXU 33 NALMEHTU C peaKu
3abonasaHusa

[eBeT OT peceT ayliu, XuBeewm ¢ peaku 6onectu B uana EeBpona, ca 6uam
3acerHatv HeraTMBHO OT NAHAEMUATA HA KOPOHABUPYCA, BKAKYUTENHO TPUMaA OT
AeceTt Ca3aasBuiun, 4eToBa Um e Nnpn4nUHUIO

LKMBOTO3aCTpaLLaBaLWO” HapyweHWe Ha 34PaBHUTE TPUKM,
cnopes ckopolwHo npoy4yBaHe Ha EURORDIS-Rare Diseases Europe.

Hapg nonosBuHaTa OT aHKeTMpaHMTE B MPOyYBaHETO CbobLLABaT, Ye He ca ycnenu ga
nonyyaTt JOCTbN A0 XU3HEHOBAXKHMU }KUBOTONOAADbPIKALUM /IeUEHUA KAaTO UHPY3MK,
XMMMUOTEPANUA U XOPMOHA/IHO NIeYeHue.

Royalty-free stock photo ID: 287168744 - Stock photo by Sumroeng Chinnapan, Thailand
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9 o1 10 gywu, }Kuseewm c paaKo 3abonasaHe, ca NPeTbPNAAN
npexkbcBaHe B rpuxkute nopagu COVID-19

MpoyusaHe noKassa BpegHoTo Bb3geicTemne Ha

KOpOHaBUupyca BbpXy O6LHOCTTA HA peaKuTe 6onectu

EURORDIS-Rare Diseases Europe 0681 Ha 4 mait 2020 r. B Mapuk npeasapuUTenHnuTe
06LWM pe3ynTaTM OT MbPBOTO CU NPOYYBAHE B HAKO/IKO AbpiKaBu 3a ToBa Kak COVID-
19 3acAra xoparTa, KMBeewy ¢ pALKo 3abonABaHe, KaTo YCTaHOBABA, Ye NaHAeMuATa
CUJTHO 3aTPYAHABA AOCTbMA A0 FPUKK.

Hapg, 5000 nauuneHTH c peaKku 60necTu U YUNeHOBe Ha TEXHUTE CEMeICTBA OT BCUYKU
cTpaHu ot EC n u3BbH TAX, npeactaBaasawm 993 3abonABaHMA, OTrOBOpUXa Ha
npoy4ysBaHeTo, NpoBeaeHo Ypes MNporpamata bapomeTbp Ha pegKute 6onectn. Tesun
pe3ynTaTi ce OCHOBABAT Ha OTFOBOPUTE HA NPOYYBAHUATA, NogaaeHM mexay 18 n 28
anpun 2020 r. ToBa ca npeABapuUTeNIHN AaHHM U NPOYYBAHETO MPOAb/XKaBa npes3
LUANOTO BpemMe Ha KpusaTa. Peakute 3abonAaBaHMA 4YecTo ca XPOHUYHU U
KMBOTO3aCTpaLLlaBalUy.

Pe3yntatte OT MHOroCTpaHHOTO Mpoy4YBaHe 3a ToBa Kak COVID-19 3acara xopaTa,
KMBeewy ¢ pAaKo 3abonaBaHe, yCTaHOBMXa, Ye MAHAEMMATA CUIHO 3aTPyAHABA
AOCTbNA A0 FPUNKKU U U30CTPA MHOFO Beye CbLLecTByBallM MpeAu3BUKATENCTBA,
BKJ/IIOYMTEJTHO JOCTBMN A0 IeYeHME U IeKapCTBa.

3a nporpamara bapomeTbp Ha pegKute 6onectu

Mporpamata bapomeTbp Ha peakute 6onectn e MHMUMATMBATA 3a NPOy4YBAHE Ha
EURORDIS, kosto obeaunHsaea Hag 11 000 naumeHTV ¢ peaku bonectu, YyneHosBe Ha
cemelicTBaTta n bonHorneaaun, KOMTO CNOAENAT CBOS ONUT U MHEHUSA MO BbMPOCUTE,
KOWUTO MMaAT 3HayYeHue 3a 06LHOCTTa Ha peakuTe 6osect. CodpTyepbT 3a Npoy4YBaHe
Rare Barometer no3BonsiBa BMCOKOKAYeCTBEHO, CUIYPHO cbOMpaHe W aHanu3 Ha
OaHHW. [lporpamata e cb3gageHa 3a CUCTEMHO CbbOMpaHe Ha MHeHusiTa Ha
nauMeHTUTe No TPaHCBEPCaA/IHU TEMU U BbBEXKAAHETO MM B MOJIUTMKATA M NpoLeca Ha
B3eMaHe Ha pelleHus, TpaHCopMMpPaHE Ha MHEHMATA M ONWUTA Ha MaUMeHTUTE U
cemelicTeata B unmdpu 1 GakTu, KOUTo MoraT ga 6baaT cnogefieHu C No-LWMPOKa
06LWecTBEHOCT U NOIUTULM.



NaHgemuaTta Ha COVID-19 usoctpu mHorobpoiiHuTe Npean3BUKaTENCTBA, C
KOWUTO XOopaTa, XUBeeLu ¢ pAaKo 3abonsBaHe, Beye ce c6/1bCKBAT U Cb3aaae
LOMbAHUTENTHU PUCKOBE B eXKeAHeBUeTo UM C noc/aeBalluy nocneacTBums.

o OT HaYaNoTo Ha NnaHaemuATa COVID-19 9 ot 10 naumeHTU C peaKu 3abonasaHus ca
npeTbpnenn npeKbCBaHMA HA T[PUXKUTE, KOUTO MOJy4yaBaT 3a CBOETO PAAKO
3abonsBaHe:

¢ 6 ot 10 oT AeKnapupanuTe NpeKbCBaHe Ha rPUNKUTE, CBbP3aHU C NAHAEMUATA Ha
COVID-19, 3aaBuxa, 4e TOBa e BpeAHO 3a TAXHOTO 34paBe UAu 34paBeTo Ha YOBEKa,
3a KOroto ce rpukat, a no epeme Ha COVID-189 HamaTt noBeuye AoCTbN A0
MeOMLUHCKM Tepanuu Beye Yy A[OmMa uauM B 6GonHMUATA, KaTo UHOy3uM,
XMMMOTEPANUA U XOPMOHA/IHO /IeYeHMe.

3 o1 10 pecnoHAeHTa CMATAT, Ye Te3n NPeKbCBaHMA Ha FPUXKUTE onpeaeneHo
morat (1 0o710) unm e BeposTHo (2 oT 10) Aa 6bAAT }KMBOTO3ACTPALLABALLM.

MoBeye OT NOMIOBMHATA OT TE3U, KOUTO Ca CE HYy)KAAenM OT Onepaumsa Uau
TPAHCMAHTALMA, Ca MPEXUBANN Te3n WUHTEpBEHUMM Ja 6baaT OTMEHEHW WAu
OT/IOXKEHM.

Moseye oT 6 Ha 10 He ca umanu AOCTLN A0 ANATHOCTUYHWU TECTOBE, KaTo
KPBbBHU WAU CbPLAEYHU TECTOBE U MEeAMUMHCKM OMArHOCTUKM - KOETO YecTo e 6uao
K/IIO4YOBA YaCT OT EXXeAHEBHUTE UM FPUKU.

Bbamzo 7 Ha 10 ca w“ManAM  OTMEHSIHE HA  AHTAXKUMEHTUM C
06LLONPaKTUKYBALLMTE CU NEKAPU UK CMIELMANNCTUTE, KOUTO Ce TPUKaT 3a PAAKOTO
UM 3abonnBaHe.

Mpwn 8 0T 10 Ha3HaYeHMATA UM 33 PexabUNNTALMOHHU Tepannn KaTo pevyesu u
dU3MKanHM Tepanuu (NOHAKOTa eOUHCTBEHWTE Tepanuu, AOCTbMHM, KOraTo He ca
Ha/IMYHU Nle4eHUs) ca BUIM OTNIOKEHU UM OTMEHEHMW.

Mpun noutn 6 ot 10 e 6UO0 NPeKbCHATO NPOC/EAABAHETO Ha NMCUXMYHOO UM
3apase.

o [MauneHTUTe, KOMTO OBMKHOBEHO Ca MOAYYaBaAW TPUKK B BOAHMLM, ca U3NUTANU
cneumdunyHM 3aTpyaHeHua, kato nodytm 3 B 10 cbobuwasaT, Ye 6GonHuLaTa MM
OTAEe/IeHNETO, KOETO OOMKHOBEHO OCUTYPABA FPUNKM 33 TAXHOTO pAAKO 3abonsBaHe, e
6uno3atBopeHo.

e 1 0T 2 ca yyacTBann B OHMANH KOHCYATaUMM uan apyra ¢opma Ha TenemeamumHa
OT HA4Ya/N0TO Ha NaHAemunATa. ToBa e HOBO 3a 2 Ha 10 maumeHTU. Moyt 9 Ha 10 ot
Te3K, KOUTO Ca U3NMUTAMU TO3M TUN KOHCYNTaLMA, ca AOBOJIHW OT OMUTA U CYMTAT, Ye e
61N MHOFO AW J0CTA NONIE3EH.



NauueHTUTE, NeKyBaHU B 60/IHULM, U3NUTBAT cneuupUUHU 3aTpyAHEHUA

3a nauMeHTUTE, KOUTO NOAy4aBaT NocaedBaliy rpUXKM B BONHULM, AOCTBABLT A0
rPUNKNUTE, KOUTO OBMKHOBEHO MOJIyYaBaT, € TPYAEeH, Tbi KaTo HONHMLMTE OYEBUAHO
He Ca B CbLLOTO CbCTOAHME Aa NPefOoCTaBAT Tasn Heobxoamma rpuxa:

- Noutn 3 ot 10 cbobuwasat, Ye 6oNAHMLATA WM OTAENEHUETO, KOETO OCUrypsBa
TPUXKM 3a TAXHOTO PAAKO 3abonaBaHe, e 3aTBOPEHO.

- Moseye oT 1 or 10 3aABABaT, ye JNIeKAPCTBEHW NpenapaTn, Heobxogumu 3a
rpuxKaTta 3a pegKkuTe 3a6onsBaHUA, ca INMCBAAU, Tbid KaTo cera ca ce M3non3Baaum 3a
naumeHTH, 3acerHatu ot COVID-19.

- WM HaKkpas, Ha noBeye oT 3 Ha 10 AOpPW M3PMYHO ca Ka3Baau Aa He XoaaT B 60/HMLa,
aKo Te UK INLETO, 32 KOETO Ce rpuKaT, ce pas3bonesaT No Apyrn NPUYNHM, OCBEH aKO
ca 3acerHatn ot COVID-19. CrpaxbT OT 3apasdsaHe ¢ COVID-19 cbwo e oCHOBHa
npeyka 3a No/syvyaBaHe Ha HeobXxooMMUTE TPUXKM B OONHWUUMTE: MONOBUHATA OT
OHEe3W, KOUTO MNOoJly4aBaT Mocneagaliy rpuXKM 4pe3 B6ONAHWUM, He ca OTUMWAWN B
60onHMLATa, 3alLOTO Ca Ce CTpPaxyBasM, Ye Te WUAM YOBEKbLT, 3@ KOrOTO CE FpuiKar,
MoxKe aa xsaHe COVID-19.

https://www.euractiv.com/section/coronavirus/news/covid-19- pandemic-
hinders-access-to-care-for-patients-with-rare-diseases/

EAMH OT Hall-ronemuTe CTpaxoBe Ha XopaTa ¢ peaKu 3abonasaHus e KAK we 6baat
JNIeKyBaHM OT 34paBHaTa cUCTema B c/yyait Ha naHgemus COVID-19

HopsekKa ao6pa npakTMKa 3a NpaBU/Ha TPUAXKHA rPUXKa

Ha 08 maii 2020 r. 6ewe ny6anKyBaHa HOBa Nyb6/MKauma OT U3CNe[0BaTE/ICKU eKUN
Ha COVID-19 Ha Public Health Gibraltar - COVID-19 Triage Systems and Fatality
Rates: CpaBHMTENHO CUMYAAULMOHHO npoydysaHe mexay CuHranyp, AnoHwusa,
Hopserus, CALL, 1 BennkobputaHusa, cbe cbasTopy ®. MaHcab, C. bxatn u [anuen K.
lonaH (F. Mansab, S. Bhatti and Daniel K. Golan).
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Tb KaTo cTemeHTa HAa CMBPTHOCT OT caydyaute Ha COVID-19 ce pasnuuaBsa
3HAUYUTE/IHO NO CBETaWl BEPOATHO MMA peamLa pakTopu, KOUTO moraT Aa gonpuHecaT
33 TaKOBa pas/anuMe, He Ha MNocnefHO MACTO pas/IMyHUTE MOAenn U Noaxoaun B
3/paBeona3BaHeTo, aBTOPUTE Ca pasriefann M CPaBHUAU Bb3AENCTBMETO Ha
csbp3aHn ¢ COVID-19 3apaBHM CbBeTM OT LWECT Pas/iMYHU AbpXKaBu, cneuuanHo
M3cnepBalin NbTUMWATA 3a TPUAXK, PbKOBOAELM ce OTNauMeHTUTe, BbB BCAKA
AbpiKasa.

CTaTUCTUYECKUAT aHaAn3 nscnensa nNoTeHUManHaTa BPb3Ka mexXay pe3yntatute ot
TpnaxXa U CMbPTHOCTTa Ha C/iy4auTe.

Pe3ynTtatu ot nuscnepBaHeTo

PbKoBOAgeLWwMTE Ce OT CbCTOAHMETO HA NaLMeHTUTe TPUaXKHU cuctemu ot CuHranyp,
AnoHna n Hopserma noaabpKaT HUCHK Npar 3a CbBeTBaHe Ha K/IMHMYEH KOHTAKT 3a
nauMeHTn ¢ BbamoxkeH COVID- 19 (88 ao 100% oT cayyauTe ca 6UAM Haco4veHw).
PbKkoBogewmnTe ce OT CbCTOAHMETO Ha MauuneHTUTe TpuarkHu cmuctemun ot CALL wm
BennKobpuTaHMA noaabp)KaT BMCOKWM MparoBe 3a KOHCY/ATMPaHe Ha 34paBHuU
KOHTaKTK (cboTBeTHO 28 1 33% OT cayyauTe). YcTaHOBeHa e cuiHa obpaTHa Bpb3Ka
MEXKAY NPOUEHTA Ha Ce3npaHuMTe CAyv4am WM CTeneHTa Ha CMbPTHOCT Ha HaumATa
(Pearson’s Correlation = -0,642, p

=0,01).
3aKknwueHue

B TOoBa cMMynauMOHHO NpoyYBaHe aaropuTtmuTte 3a Tpuaxk Ha CuHranyp, Hopserua u
AnoHua ycnewHo naeHtuduumnpar texxbk COVID-19 n aHann3mpaT TakmBa Cayvam Ha
MeaMUMHCKa nomoull. TpuaxkHata cuctema Ha CALL n TpmaxkHata cucTtema Ha
ObeamHeHOTO KpascTBo ce NpeacTaBAT cnabo, KaTo He ycnABaT Aa uaeHTUdUUMpaT
TexKa uHdekuma ¢ COVID-19 n cencuc. EGeKTMBHOCTTAa Ha HaLMOHA/IHUTE CUCTEMMU
3a Tpuaxk npu COVID-19 Kopenmpa cbc cTeneHTa Ha CMbPTHOCT B Ta3n KOXOpTa OT
ObpXKaBu.

TpuaxKMpaHeTo Ha NaLMEeHTU MO BpemMe Ha MaHAEMMUA € MOXKe 6u Hali- LUEeHTPaNHaTa
,Cl,ef;iHOCT Ha BCEKM HegMUMHCKM OTroBop. [loKasaTencTseHMAa TmaTepuan Tpﬂ6Ba Aa ce
B/1IMBa B HeEro, Korato Bb3HUKHeE, ocobeHo KoraTo ToBa e VIHCbEKLI,VIO3HO 38601'IﬂBaHe,
KOEeTO HUKOra npegm He ce e cpelano. MpomaHaTta Ha HAIMMHOCTTA Ha pecypcu LWwe
onpeaenu rpaHUUnUTE U rpaHUUUTE Ha TakKunBa



TpUaxKHn cuctemn. ObuiecTBeHaTa MHOOPMAUMA LWe Cce CbCPesoTo4M OKOJo
K/JI0OYOBUTE CUMMNTOMM, KOMTO CE BK/IOYBAT B CUCTEMATA 3a TPUAXK.

KpuTepuute 3a TpuaxkupaHe ca KputnueH GpaKTop 3a CMbPTHOCTTA

CBeToBHaTa 3gpaBHa opraHusauma (C30) e npepocTaBMaAa HACOKM KaKTO 3a
TpUarkKnpaHe Ha MbPBUYHATA MEANLMHCKA NOMOLL, TaKa M 332 TPUAXKUpPAHEe B YCNOBUA
€ HUCKK pecypcu. C30 cbBeTBA, Ye MAJIKa YacT OT NOTeHUManHUTe cnydyam Ha COVID-
19 moraTt ga 6bAaAT OTHECEHU KbM ,,0CTaBaHe B aoma“. CbBeTbT € Ja ce u3cneaBa
no- ronasmaTta 4acT OT naumeHTuTe C noteHumaneH COVID-19 - Heun3BeCTHO u
noTeHumManHo ¢aTtanHo 3abonAaBaHe - B KAMHMKA MAK BONHWULA, cneumManmnsmpaHn 3a
Tasu yen.

PasnnyHuTe CTpaHM ca Bb3NPMENU Pa3IMYHU MOAXOAM KbM NpoLeca Ha TPUa.
Cunranyp, Hopserna un finoHnA ca BbBe/M CUCTEMA 33 TPUAXK B CbOTBETCTBME C
npenopbkute Ha C30.

HOPBEInAa

Hopserus noaabprka HUCHK CFR2. MauneHTUTe € neko 3abonnaBaHe ce CbBETBAT Aa ce
CaMOM30/IMPaT U Aa Ce CBbPXKAT C JIMYHUA CU JIeKap, aKO CMMNTOMMUTE Ce BAOLWAT MU
Ca HepaspeleHn oo cegMmus aeH. Ha BCMUKM naumMeHTH ¢ 3a4yX ce npenopbyBa Aa ce
CBDbPXKAT C/IMYHUA CU IEKAP UK A OTUAAT B CNELUHO OTAeNeHue.

3aKknueHue

Cnep npernes Ha MOAUMTUMKWUTE 3a OOWECTBEHO 34paBe M CUCTEMUTE 33 TPUaAK,
pbKOBOAELWM Ce OT MauUeHTUTe, U3Iexaa A0CTa BEepOATHO CUCTEMUTE 33 TPUAK,
PbKOBOAEHN OT CbCTOAHWETO Ha MAUMEeHTUTe, [a OKas3BaT B/MAHME BbPXY
CMBPTHOCTTA Ha cayyYanTe No Bpeme Ha naHaemmATa Ha COVID-19.

Hali-KpUTUYHMAT acnekT Ha couumanHua otroBop Ha COVID-19 e npaBWIHOTO
OLEeHABAHE Ha CbCTOAHMETO Ha NaumMeHTUTe. MasKo npobaemm ca TONKOBA BaXKHW MO
Bpeme Ha M3byxBaHETO Ha HOB NATOreH, OTKO/IKOTO MAEHTUOMLMPAHETO Ha Te3w,
KOUTO Ce HYXAAAT OT MeAMUMHCKa nomoll. Mpu noBeyeTo KPUTUYHU MHLUAEHTH 33
TPUaAX ce U3NoN3Ba HAN-BMCOKOTO HMBO HA ONUT. TOBa € MACTOTO,



KbAETO Hal-ONUTHUTE U Hall-NPOHMLATETHUTE PbKOBOAAT CbabaTa Ha XxoparTa.
Mone3Hu usmoyHuyu:

1. Schuetz P, Hausfater P, Amin D, et al. Optimizing triage and hospitalization
in adult general medical emergency patients: the triage project. BMC Emerg
Med. 2013;13:12. Published 2013 Jul 4. doi:10.1186/1471-227X-13-12 7.

2. WHO Technical Guidance. Role of primary care in the COVID-19

response

http://iris.wpro.who.int/handle/10665.1/14510.8

4. WHO Technical Guidance. Algorithm for COVID-19 triage and referral:
patient triage and referral for resource-limited settings during community
transmission.

5. http://iris.wpro.who.int/handle/10665.1/14502

w

UscnegBaHuAa n uHoBauum

YHuBepcuteTckaTta 6onHMUa B Ocno noaavpika cneunanHa nporpama Usnutanus m
npoeKkTn, cebp3aHn ¢ COVID-19 n SARS CoV-2, 33 aa gonpuHece 3a no-gobpoto
NeyeHue Ha naumeHTuTe.

EovH OT TeKywmTe npoektu e ,Pa3paborBaHe Ha MeXAyHapoAeH BbMNPOCHUK 3a
OLeHKa Ha CbOobLEeHUTe OT NaLMeHTUTE CMMNTOMM WU OMNACeHUsA, CBbpP3aHU C
6onectta COVID-19. Cropes /nuTepaTypata M npecata b6onectta COVID-19
npegnonara CNAOXHa CMMMATOMATMYHA TeXeCT B ocTpata M nogoctpa ¢asa, Ho
BEPOATHO U C AbJFOCPOYHU CTPAHUYHN edeKTU. B JonbaHEHWE, neYeHunaTa, KoUTo ca
TECTBAHM B KAMHUYHM M3NWUTBAHWMA, MOraT 43 UMAT CEPUO3HWU CTPaHUYHU edeKTu.
MoHacToAWeM HAMa HaAMyeH BBMNPOCHWMK 33 KOHKpeTHa 6onect 3a Tasu rpyna
naumeHTH.

CneymduryeH BbnpocHMK 3a COVID-19, pa3paboTeH B CbOTBETCTBME C MEXKAYHAPOAHO
NPW3HATM HACOKM, MO JeduHUuUMA LWwe o06xBaHe CbOTBETHUTE 34PaBOCNOBHU
npobnemn 3a Te3M naumeHTH, wWe 6bae NO-YyBCTBUTENEH KbM MpPOMAHAaTa B
CbCTOAHWMETO Ha MAUMEHTUTE C TEYEeHWe Ha BPEeMeTo U e ocurypu no-gobpa
CNocobHOCT 3a ynaBAHe HA Pas/IMKUTE MEXKAY rpynuTe Ha nedyernue. CnenoBaTenHo
MMa cnewHa HyXAa oT paspaboTBaHe Ha NOAXOAALL MHCTPYMEHT.


http://iris.wpro.who.int/handle/10665.1/14510.8
http://iris.wpro.who.int/handle/10665.1/14502

Llenta Ha U3cnesBaHeTo e Aa ce pa3paboTu U yTBbPAWN MEXKAYHAPOLEH BbMPOCHUK 3a
COVID-19, koi1TO Aa MOXe Aa ce WM3Noa3Ba CaMOCTOATENHO WAW 3aefHO C ApYru
reHepu4YHW BbNPOCHMLM 3a NauneHTH ¢ nposepeHa 6onect Ha COVID-19, B KNMHUYHM
NPOy4YBaHMA N KAMHWYHA NPAKTUKA, NPU AMArHOCTMUMPAHE, N0 BPeMe Ha aKTUBHO
3abonsiBaHe U fledeHne 1 BbB pasa Ha Bb3CTaHOBABAHE.

XopaTa, KuBeewm c peaku 6Gonectm, MmaT ronama Hagexpa, vye upes TaKbs
BbNPOCHUK 34PaBOCNOBHOTO MM CbCTOAHME e 6bae pasrneaaHo no-go6pe, ako ce
HYXXAaAT oT nevyeHne Ha COVID-19.

Opyr npoekT Ha yHuBepcuTeTcKkaTa 6onHuua B Ocno ca peweHnATa 3a NPUOPUTET Ha
WHTEH3MBHaTa MeauuMHA MO Bpeme Ha naHaemuAta Ha COVID-19 (MHTEH3WMBEH
TPUAXK) - Intensive medicine priority decisions during the COVID-19 pandemic
(INTENSIVE TRIAGE)

PeweHusTa 3a ToBa Aanu naumeHTUTe TpAbBa Aa 6baaTt npeasiaraHy 3a UHTEH3UBHO
NleyeHune, ce B3eMaT eXKegHEeBHO OT JIeKapuTe, OTFOBOPHU 32 MHTEH3UBHOTO JIeYeHue.
Korato ce cbmHABaT, obwaTa cTpaTerns e Aa Cce Npen/ioXu XocnuTanusaums B
WHTEH3MBHO OTAE/IeHME U Aa ce NpoBeAaT ONUTK 3a JIeYEHNE C OrpaHuyeH cpok. Mo
Bpeme Ha NpPecTos B WHTEH3MBHO OTAENeHWEe MNOA3UTE OT JeYyeHueTo LlWe 6baat
NpeoLeHABaHM PeAOBHO OT MyATUAMCLUMUNANHAPEH eKun.

MoBeyeTo CMBPTHU C/Ay4an B OTAENIEHUATA 32 UHTEH3UBHO Jie4eHUe B CBETOBEH
Mal.l.l,aﬁ HacTbnBaT C/ie] peweHune 3a Bb3gbprKaHe OT Jie4yeHue.

B Kpu3umcHa cuTyauma, Kato naHgemus, TpH6Ba Aa Ceé O0YaKBaT MNpomeHun, no
OTHOWEHWE Ha KOUTO Ce 0TAaBa 3Ha4YeHMe Ha NMPUOPUTETHUTE pPeLlleHnA / «TPUaAX
KbM MHTEH3UBHO NevyeHue». O4yakBa ce noBeye naumeHTU Aa 6'bp,aT OTXBbpP/IEHN,
OTKOJIKOTO NO Bpeme Ha nepnoam Ha HopmasiHa LI,QVIHOCT.

Llenta Ha u3cnenBaHeTo e Aa ce MOBULIAT 3HAHUATA 33 ETUYHUTE PA3CHXKAEHMUA Ha
NleKapuTe, NO-CNeLyManHo 3a NPUYUHUTE U CbobpaXKeHUATa, CBbP3aHM C pelleHuATa
33 Bb34bprKaHe OT MHTEH3UBHO Jie4eHue.



B Hopeerusa ca ycTaHOBEHU METO4M 33 CUCTEMATUYHO onpeaensiHe Ha NPUopuTeTUTe
Ha NauMeHTUTe crnopes ToBa KOJIKO CMELHO Ce HYXAAAT OT FPUMKKU, BKAIOUMTENIHO
TPpUaXK Ha monbuTe 3a 0CTPa MeAULMHCKA Nomoly,. FapaHTMpaHeTo, Ye Hai-6oHuTe
MauneHT ce fiekyBaT B TOYHOTO Bpeme, € edHa OT KAovosuTe ¢yHKUMM Ha ED
(cnewHoTo oTtaeneHune). 3a uaeHTMOMUMPAHE Ha Te3n NaUUeHTU ce M3NO0/3Ba
TPUaX.

Dokasatencrtsata 3a Ao6pute pesyntaTM OT nNpaBuaHaTa TPUaXKHa rpuXKa B
Hopserva noctasAT BbNpoca 3a HUBOTO Ha TpUaXK B bbarapua - TpMaxkHM cuctemm
3a CrnelwHa MmeamumMHCcKa nomoL, - 4060/1HMYHO M NPU NOCTbNBaHe B 60NHMULA.

MpaBuaHOTO TpUAKMPaHe MOXKe Aa 6bAe }KUBOTOCNACABALLO,

HEenpaBU/IHOTO - XXMBOTO3aCTpaluaBallo.

JocTaTtbyHO 1K e 0byueH U A06pe NHCTPYKTUPAH 6barapckuar
MeAULMHCKU NepCcoHal Ha MbpPBa IMHUA?

MonoxurtenHuar OTroBop € HalUAT WaHC 3a XXUBOT.



HonbnHutenHa unHbopmauma 3a MNPOEKTa, LenuTe, OAENHOCTUTE U MOCTUMKEHUATA
MoKeTe aa oTKpueTe Ha odpuumanHus yebcait Ha npoekTa:
https://www.empowerare.eu

FmpoweRARE

Nopabpxaiite ce HpopmupaHu!

3a pa ce aboHupaTe 3a 6rONETUHA UK A3 NOYYMTE NoBeYe
mHbopmauma, Monsa noceteTe yebcaliTa Ha NPOeKTa:
WWwWw.empowerare.eu

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

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

To3u OokymeHmM e cb30adeH ¢ ¢puHaHcosama nodkpena Ha PoHO AKmueHU 2pamdaHu bvazapus no
®uHaHcosus mexaHuzvm Ha EVK. anama omeogopHocm 3a cbObpi#aHUemo Ha 00KyMeHma ce Hocu om
»bbazapcka XeHmuHemvH Acoyuayua“ u npu HUKaKeu obcmoamesncmea He Mmoxce 0a ce npuema, Yye mosu
doKymeHm ompassea oguyuanHomo cmaHosuwe Ha @PUHAHCOBUA MexaHusbMm Ha Esponelickomo
UKOHOMUYECKO rpocmpaHcmeo u Onepamopa Ha PoHO AKmusHU 2paxcOaHu bvazapus.
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