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MpoekT ,,OBNacTaABaHe Ha Xopa ¢ pegkun 6onectn-2021“

,AHaNUTUYEH AOKNAA C U3BOAM U NPENnoOpPbKU 3a U3rpageHa
HaLMOHA/IHA MpeXa 3a B3auMONoMOLL, Ha Xopa € peaKu bonectu u
3acTbNHUMYECKa KamnaHua“

To3u 00K1a0 e cb30adeH 8 pamKume Ha npoekm “OsnacmsasaHe Ha xopa ¢ pedku boaecmu -2021% u3nvaHABAH ¢ puHAHco8ama nooKpena
Ha UcnaHAus, fluxmeHwaliH u Hopgeaus 8 pamkume Ha PoHO AKMUBHU 2paxc0aHu bvazapus no PuHaHco8UA MexaHU3bM Ha Egponelickomo
UKOHOMUYeCcKo npocmpaHcmeo 2014-2021 2. llanama _omaogopHoOcm 3a CbObpiaHUemo Ha OoKymeHma ce Hocu om COpyxceHue
,bbaeapcka XeHmuHemvbH Acoyuayusa” u npu HUKakeu obcmosmesncmea He moxce da ce npuema, Ye mo3u GoKymeHmM ompasasd
oguyuaaHomo cmaHosuwe Ha PuHaHcosus mexaHU3bm Ha Eeponelickomo ukoHoMu4ecko npocmpaHcmeo u Onepamopa Ha PoHO

AKmugHu 2paxcdaHu bvazapus.

Bulgarian Huntington \%w%

Association FRAMBU



To3u 0oKna0 obxeawia acriekmu Ha U32pax0aHemo U nodo0bpHaHemo HA echeKkmusHa Mpexca 3d
83aUMONOMOW, KAKMOo U pa3pabomeaHemo HA 30CmbiHUYecKd KamrgaHug, Koamo 6u moenaa od
rnosause Ha NoAUMUKU U obuecmseeHu Haaaacu o omHoweHue Ha Xxopama ¢ pedKu bosecmu.

CbObPXAHUE
1. BbBeaeHue:
- 06w, nperneg Ha NpobaemaTMKaTa OKOMO peaKkuTe bonectu.
- Heobxo4MMOCT OT U3rparkaaHe Ha MperKa 3a B3aMMOMNOMOLL,
2. TeKyLL0 CbCTOAHUE:
- AHaNM3 Ha HaZIMYHUTE PEeCYpPCU U MHULMATUBM 33 XOpa C peaKm bonecTu.
- Mperneg Ha npegyM3BMKaATENCTBATa, Mpes KOMTO ca U3MpaBeHU Te3un Xxopa.
3. U3rpaxpaHe Ha HaumoHanHaTta mpeyka 3a B3aMMONoOMOLL, Ha Xopa ¢ peaku 6onectu:
- CTpaTeruu 3a pasBuTUe M YKpenBaHe Ha MpexKaTa.
- Nopxoan 3a HacbpyaBaHe Ha CbTPYAHMYECTBOTO M 06MAHATA HA UHPOPMaLUA.
4. 3acTbNHMYECKa KaMMnaHuA:
- 3aCTbNHMYECKM AENCTBMA B paMKuTe Ha npoekT EMPOWERare2021.
- Llenn n Kno4oBKM NOCaHUA Ha KamMnaHKuATa.
- MeToau 3a noBuLaBaHe Ha obLecTBeEHaTa OCBEAOMEHOCT U BAUAHUE BbPXY NOANTUKUTE.
5. MpenopbKku n ussogu:
- KOHKpeTHM cTbNKKM 33 NogobpaBaHe HA NONOXKEHMETO HA XOpaTa C peaku 6onectu.
- NMpenopbKku 3a nogobpsasaHe Ha couManHaTa NoAKPena Ha XxopaTa ¢ peaku bonecTu.
6. 3aKkntoueHue:
- 0606 uUEeHMe Ha OCHOBHUTE TOYKMU.

- Mpwn3nB 3a aHraXkKMpPaHoOCT n ,a,eﬁcmme OT CTPaHa HAa 3aUHTEPECOBAHUTE CTPaHMN.



1. BbBeaeHue:

» 06w npezned Ha npobaemamuKkama oKono pedkume 6onecmu

Pepkute 6onectn, yecto onpeaeneHn KaTo TakMBA, KOMTO 3aCAraT MaibK NPOLLEHT OT HaceneHMeTo,
npeacTaBaABaT 3HAYUTENIHO MPEeAM3BMKATE/ICTBO, KAKTO 3a 3acerHatute WMHAMBMAW, Taka M 3a
34,paBeONasBaHeTo M COUMaNHUTE AEeMHOCTU, KaTo LANo. Tean 3ab0NABaHUA Ca xapaKTepusmpaT C
rofIAMO pa3Hoobpasme, KAaToO MHOXKECTBOTO OT TAX ca reHeTnyYHU. C30 onpepena aaaeHo 3abonAasaHe
3a pAJKo, ako 3acAara 1 nam no-manko ot 1 Ha 2000 gyww.

XopaTa KuBeewm ¢ peaKu 60aecTv ca M3npaBeHn Npes, yHUKaAHU Npesnu3BUMKaATeNCTBA, BKAOYUTENHO:

e 3ampyoHeHa duazHocmuka: MNopaan PAAKOCTTa M CAOMKHOCTTa Ha MHOro OT Tesn bonectw,
OWArHOCTULMPAHETO YeCTo e TPYAHO M OTHeMa BpemMe. PeakuTe 3abonsiBaHUs 4ecTo oTHemaT
MHOTO Ab/bl Mepuos, 3a AMArHoCTMUMpPaHe, NOPaAN KOETO € BCEM3BECTHA AMArHOCTMYHATA
oaucesa Ha xopaTa cTpagawm ot Tax. Mpes 2022 r. 6saxa Nyb6AMKyBaHM HOBM €BPOMENCKU
npenopbKkM 3a NpuaaraHe Ha NbJHO reHOMHO cekBeHupaHe (Whole Genome Sequencing,
WGS) npu gmarHocTuKa Ha peakun 3abonssaHuA. Cuuta ce, Ye cenektuBHoTo WGS morke
CbLUECTBEHO A3 NOMOrHe 3a CKbCABAHE Ha AMArHOCTUYHMA MbT NPU peauua pPeaku 1 yatTpa
peaku 3abonasanHma (1).

e OzpaHu4yeH 0ocmbr 00 seveHue U uHopmayusa: CblLLECTBYBa HEAOCTUT Ha CNeLnanmsmpaHm
JIeYeHUA N eKcnepTm3a, KOeTO 3aTpyaHABa YNPaB/IEHNETO U JIEYEHMETO HA Te3U CbCTOAHMA.
JNlekapcTBaTa cMpaLm, KaKTo ce Hapuya TepanuaTa 3a pegKute 601ectu, YecTo ca HeAOCTbMHU
B O3aJeHa ObprKaBa M U3KUCBAT CreuManeH peum 3a penmbypcaums. PernameHt (EO) No
141/2000 Ha EBponelickua napinameHT n Ha CbeeTa oT 16 gekemspu 1999 r. 3a nekapcTeaTta
cupaum onpenensa KpUTepmm 3a 0603HaYaBAHETO HA ONpeae/ieH M IEKAaPCTBEHW NPOAYKTU KaTo
JIeKapcTBa CUpauUM 3a NPEBEHLMA, AMArHOCTUKA M NeYEeHME Ha PefKM CbCTOAHUA, KaKTo U
ocurypasa CTUMY/IM 3@ TAXHOTO NpoyYBaHe, pa3paboTBaHe M NpegnaraHe Ha nasapa. MNopagu
BMCOKATa CM LIEHA YeCTO B HAKOW OAbPrKaBK, BKA. U Bbarapma, MHOTo OT Te3n Tepanum AMnceat
M Cce Cb3AaBa T.H. 34paBHA eMUIrpaLMa, KOATO AaBa AOCTbM A0 Tepanua B APYry AbpiKaBu.

e CoyuanHa u eMoOYUOHANHA U3onayua: XopaTa, XMBeewu ¢ peakm 6o1ectn, 4ecto U3NUTBAT
coumanHa nsonaums nopaam HepasbupaHe n/Mnm annca Ha ocBEAOMEHOCT cpea, 0bLwecTBoTo.
HAKoM npoy4YyBaHUA KOHKPETHO CNOMEHaBaT Pa3BUTUETO Ha AENPECUA U MCUXONOTUYECKU
OUCTPpec, Hanpumep nopagm camota Uau 6esHaaeXaAHOCT M OTYasAHUEe, EMOLMOHAJIEH CTPeC U
YyBCTBO 3@ BMHA, CBbP3aHO C PUCKA OT NpegaBaHe Ha CbCTOAHMETO HA Aeua, YYBCTBO Ha
Heya0BAETBOPEHOCT M 6E€3MNOKONCTBO, NPEAN3BMKAHO OT HECUTYPHOCT W INNCa Ha 3HAHUA 3a
paakoto 3abonasaHe (3,4). loBeyeTo npoyyBaHWA B Ta3M HaCOKa, CbobWaBaT 3a
Bb3NPMATMATA HA NALUMEHTUTE 33 CTUIMA U CTPAXbT Aa He 6bAaT KaTeropusmpaHu HeraTMBHO,
B HAKOW CAyYam NPAKO CBbP3aHM C BUAMMOCTTA U BbHLIHMA BUA HA PAAKOTO CbCToAHME. [o-
KOHKPETHO, 0b6LLEeCTBEHUTE HAl/lacu M IMNcaTa Ha 3HAHUA Ha ApPYyruTe Xopa 3a CbCTOSHUETO,
reHepupaTt HeAopa3yMeHMs M NOTPELIHN CXBaLLL@HWUA, YyBCTBA HA AUCKPUMMHALMSA, COLMANHO
W3KOYBAHE U M30/1aUmMa UKW Bb3NPUATMA 32 HEPABEHCTBO M MaprHanusaums (4).

» Heobxooumocm om u3zpaxcdaHe Ha Mpexcd 3d 83aUMOrnomouy



B KOHTeKcTa Ha Te3u NpeaM3BMKaTe/ICTBa, Cb3AaBaHeTo Ha HaunoHaHa Mmpeska 3a B3aMMONoMOolL, 3a
Xopa C peaku 601ectn e oT CbLECTBEHO 3HavYeHue. TakaBa Mpeka MoXe Aa NpeasioXn MHOXKeCTBO

nonsu:

ObmeH Ha uHbopmauma M pecypcu: MpeaoctaBsHe Ha AOCTbM A0 aKTyasHa M TO4YHa
MHbOPMaUUA, KOETO e KPUTUYHO 3a NogobpsBaHe Ha KauecTBOTO Ha KMUBOT U JiedyeHuneTo. B
TOBa YMC/IO U MOAKPENA OT TUMNA Ha eKcnepTmnsa oT onuT u “peer to peer support”.

Moakpena M obwHocT: Cb3gaBaHETO Ha CU/HA OOLHOCT MOXe 3Ha4yMTe/IHO Aa Hamanu
coumanHaTa usonauma 1 ga NpPeaocTaBu eMOUMOHaHa U NpaKTUYecKa noakpena.
3acTbNHUYECTBO M NOBMLWABAaHE Ha ocBegomeHocTTa: ObeauHeHUTe ycuausa moraT [Aa
NOBAUAAT Ha NOJIUTUKU U NPAKTUKN, HACOYEHU KbM FIOLI,OGpFIBaHe Ha YC/I0BMATA Ha XXUBOT U
noAKpena 3a xopaTa ¢ pegKku 6onectun. B npoyyusaHe cpes 0610 436 pecnoHAEeHTH - NOBEYETO
nayueHTn C peakn 6osectu, 3aABsABaT, Ye TeXHUTE AO0CTaBYMUM Ha 34PaBHU YCAYTU HE ca UM
A3ann TOYHA M MbJIHA UHOPMaLUA OTHOCHO TAXHOTO 34PaBOC/IOBHO CbCTOAHME. OCBEH TOBa
nayMeHTMTe Bb3npMemaT CBOWUTE AO0CTaBYMLM KaTO HEOCBEAOMEHMU MO OTHOLEeHWe Ha yeb
6asnpaHnTe OBLHOCTU, KOUTO OOCHKAAT CbCTOSHMETO Ha MaumeHTuTe. MNaumeHTuTe Mmat
[oBepue B M3N0/I3BAaHETO HA pecypcuTe 3a 34paBeonasBaHe, HaAu4yHW B yeb HasupaHuTe
34paBHU 06LWHOCTK. B n3cnenBaHeTo ce nogyepTaBa BaKHOCTTA Ha GYHKLMUTE 3@ TbPCEHE U
Bb3MOHOCTTA 32 HAaMMpaHe Ha noaxoAAwa MHpopmauma ¢ xawTar. MNaumeHTUTe ¢ peaku
3a601ABaHUA HAMMPAT UHPOPMALUA, KOATO HE e Ha/IMYHA OT TEXHUTE AOCTaBUMLM HA 34,PaBHM
ycayru B rpynu 3a nogkpena B o6wHocTTa. MeanumnHcKkaTa obwHocT u yeb paspabotumumte
MMaT YyfecHa Bb3MOXKHOCT i@ MOMOMHAT Ha Te3M X0pa, KAaTo Ce aHraXKmpaT C TexHuTe yeb
6asnpaHn obwHocTH (6).

HaunoHanHata MpexXa 3a B3anmmonomouw, cnegBa Ada d)YHKLI,VIOHVIpa KaTo nnaTd)opma 3a
CbTPYAHUNYECTBO MeXAY NaUuMEHTU U TPpynn OT NAUMNEHTU, KaKTO U HEMEONUUHCKN U MeONLUUNHCKN
cneunanncTun, KaTto Taka ce ysieCHU 0BMEeHbBT Ha 3HaHUSA U pecypcun n ce ﬂOAO6pM Ka4yeCTBOTO Ha XXM1UBOT
3a Teé3n, 3aCerHatu oT peaku 6onectu. MpemaTa € MACTO 3a cnogenAHe Ha HOBUHMW, CbbUTMA U BaXKHU
q)aKTVI 33 nauumeHTtute. Ta cb3gasa nnaTd)opN\a 3a CbBMECTHO 3aCTbMHMYECTBO, Ha WHaA4Ye MaJiIkKm
06LI.I,HOCTVI, KaKBUTO Ca Te€3U Ha XOopaTa C peaku 6onectu.

EAHa OT LenuTe Ha TO3M aHaANTUYEH J0KNaj e a U3cnensa B AbNb6o4YMHa Te3u BbNpocu, Npeanarainku
KOHKPETHU M3BOAM W NPENOPbKM 33 Pa3BUTUETO HA TasM MpeXka M CbNbTCTBALWLATa A 3aCTbNHMYECKa
AenHocT.

2. TeKyLlO CbCTOAAHME:

» AHaau3 Ha HaauvYHume pecypcu u UHUYuamueu 3a xopd ¢ pedku bonecmu

MeauuuHCKM pecypcu U nedeHue: lNpernea Ha cbuiecTByBalmTe NeyebHM 3aBeageHuA,
cneynasimampaHu B rpuxKata 3a nauneHTu C peaku 6onectn

Mo aaHHM Ha HUO3A kbm 31 asryct 2023 r B bvarapua nma pernctpmpanm 27 EKCnepTHM LeHTbpa No
pesKn 3abonaBaHus.

https://ncpha.government.bg/index/131-registur-na-ekspertnite-centrove-po-redki-

zaboliavania.html



https://ncpha.government.bg/index/131-registur-na-ekspertnite-centrove-po-redki-zaboliavania.html
https://ncpha.government.bg/index/131-registur-na-ekspertnite-centrove-po-redki-zaboliavania.html

B CnucbKa Ha pegkute 6onectn B bbarapua kbm 31 asryct 2023 BamsaT masiko Hag 250 pegku
AMNarHo3un, BCUMKM OT KOUTO MOMKETE [1a HaMepuTe TyK:

https://www.empowerare.eu/bg/post/rd-list-bg

Kem 31 asryct 2023 r moraT ga 6baar HamepeHu pocumeTtata Ha 145 pegku 3abonssaHus,
pernctpupanu B Penybnavka bbvarapuma:

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

e JlekapcTBa cMpaum U TAXHaATa AOCTbMHOCT

KakBo e neKkapcTBo cupak?
C HaMMeHOBaHMETO ,1IEKAPCTBO CUPAK” ce HapuyaT NEeKapCTBa, KOMTO Ca NpeaHa3HavYeHn 3a NeyeHune
Ha pegKu 3abonsaBaHuA.

Ot 16 pekemBpu 1999 rogmHa B CTpaHUTe OT EBponeickus cbio3 GpyHKUMoHMpPa PernameHT (EQ) No
141/2000 3a nexkapcTBeHUTE NPOAYKTU cUpaLm, KakTo U PernamenT (EO) Ne 847/2000 Ha 27 anpun
2000 roauHa, 3a cb3gaBaHe Ha pasnopesbw Npu npuaaraHe Ha KpuUTepuuTe 3a JeKapctBa C
npegHasHayeHue ,1IeKapcTBO CUpPaK” 1 onpeaensaHe Ha NOHATUATA "MoA06eH NeKapcTBEH NPOAYKT' U
"KNMHWYHO NpeBb3xoacTBo". MpeaocTaBAHETO Ha pa3peLleHre 3a MyCKaHe Ha Nasapa Ha JIeKapcTBo
(cnucbk Ha nekapcTBa cupalM, KOMTO ce npegnarat Ha Masapa B EBpona), He 0O3HayaBa, 4e
JIeKapCTBOTO € Ha Pa3nosioXKeHWe BbB BCUYKM CTpaHM Ha EBponelickma cbto3 (EC). MpuTterkatenart Ha
paspeLlleHMeTo 3a NyckaHe Ha nasapa TpAbBa Aa peln AanuM UMa UHTepec NPoAyKTbT Aa NPeMUHE
npes HeobxoAMmUTe MpoLeaypu, UMaLLM 3a Len Aa Ce YCTaHOBAT yC/IoBMUATA 3a penmmbypcauma B
CbOTBETHaTa CTpaHa M LleHaTa My. 3aToBa, BbMPEKUM CbBMECTHUTE YCUAMA, pasHoobpasmeTo B
noAXoAmMTe Ha OTAENHUTE ObPXKaBW, YIeHKN Ha EBpoONeickmA Cbio3, NpaBM A0CTbMNa Ha NaLMeHTUTe
[0 IeKapCTBa CMpPaLLM NO-CNOXKeEH. PelleHNeTo 3a n3faBaHe Ha pa3peLleHme 3a nasapHa ynoTpeba Ha
NlekapcTBaTa CMpaLM ce B3eMa Ha eBPOMENCKO PaBHULLE OT eBPOMeNCcKaTa areHumMa no JiekapcreaTa
(EMA), a HauMoHanNHUTE BNACTU YpPEeXAAT AOCTbNA U MNPUIONKEHMETO HA Te3n MeAMKAaMEHTU B
CbOTBETHaTa AbpKaBa. EANHCTBEHMAT HAaYMH AafeHO IeKAPCTBO cMpaK Aa 6bae A0CTbMNHO B Bbarapua
e MeAMKaMeHTbT ga 6bae pemmbypcmpaH. Hama peanHa Bb3MOMKHOCT TO3M TUMN MeAMKaMeHTU Aa
6baaT 3annawaHn oT GU3NMYECKM LA NPEABU BUCOKATA UM LieHa.

KaKBO e N03UTUBEH 1eKapCTBEH CNUCHK?

Mo3nTMBHMAT NekapcTBeH cnucbk (M/1C) BKAOUYBA IEKAPCTBEHN MPOAYKTM, OTMYCKAHM MO JIEKAPCKO
npeanucaHve, Heob6xoAMMM 33 NOKPMBaHE Ha 34pPaBHUTE NOTPEBHOCTU Ha HAaCeNeHMETO Mo Y. 262.
an. 1 ot 3aKoHa 3a IeKapCTBEHUTE MPOAYKTM B XyMmaHHaTa meguumHa (3/INXM). To3m cnucbKk BKAKOYBA
YeTMPU NPUNOKEHUSA:

MNpunoxeHue 1 — neKapcTBEHN NPOAYKTH, NpPeLHa3HAYEHWN 33 ledeHne Ha 3abonABaHMA, KOMTO ce
3anaawaTt no peaa Ha 3akoHa 3a 340paBHOTO ocurypasaHe. 3annala ce ot H30K, cbrnacHo Hapeaba
10 ot 24.03.2009 r. B ToBa npunoxkeHue ot 01.03.2011 r. ce BKAtOYBAT M NIeKapCTBaTa 3a peakuTe
3ab0n1ABaHMA, XOpPMOHa/IHaTa Tepanua Ha OHKODOAHM M JieKapcTBaTa 3a MAUMEHTM, NpeTbprnenu
6bOpeyHa TpaHcNaHTaums.

MpunoxeHue 2 — 1eKapcTBEHU NPOAYKTH, 3annallaHun oT broa)KeTa Ha fieyebHUTe 3aBeAeHNA Mo Y.
5 oT 3aKkoHa 3a ne4yebHuTe 3aBeAeHMns U OT BroaxKeTa Ha nedebHUTe 3aBeAeHUA C AbPMKaBHO U/uUan
06LWMHCKO yyacTne no Y. 9 n 10 ot 3akoHa 3a nNevebHUTe 3aBeeHuns.


https://www.empowerare.eu/bg/post/rd-list-bg
https://ncpha.government.bg/index/132-dosieta-na-zaboliavania-vkliucheni-v-spisuka-na-redkite-zaboliavania.html
https://ncpha.government.bg/index/132-dosieta-na-zaboliavania-vkliucheni-v-spisuka-na-redkite-zaboliavania.html

MpunoxeHne 3 — NEKAPCTBEHU MPOAYKTU, MpedHa3HayeHW 3a siedyeHue Ha 3abosABaHUA M3BbBH
obxBaTa Ha 3aKoHa 3a 34paBHOTO OCUTYpPABaHe, 3anallaHn no peaa Ha yn. 82, an. 1, 7. 8 oT 3aKoHa
3a 34paBeTo, 3anaaLLaT ce oT MUHUCTEPCTBO Ha 34paBeona3BaHeTo.

MpunoxkeHne 4 — neKapcTBEHM MNPOAYKTW, NpegHa3HavyeHu 3a nedeHme Ha CIUH, Kakto m 3a
npodunakTMKa M fedyeHne Ha WHPEeKUMOo3HM 3abonaBaHKUA, 3ansawart ce oT MMHUCTePCTBO Ha
34paBeonas3BaHeTo.

Kora HaumMoHanHata 3apaBHoOOCUTYpUTE/IHA Kaca peumbypcupa AafeHo 1eKapcTBo?

MbpBOTO YCNOBME € NeKapCcTBOTO Aa e BKAwouyeHo B MJIC, HO ocBeH ToBa B HeroBaTa KpaTKa
XapaKTepucTUKa caepBa KaTo NoOKasaHue Aa ¢urypmpa cbOTBETHOTO 3abonasaHe. Hanpumep
JIeKapCTBEHUAT NPOAYKT PUTykcMmab e BratoyeH B MNJ/1C, Ho He ce peumbypcmpa ot H30K, 3awoTto npu
MUWACTEHUSA FPaBUC Ce Ha3Ha4aBa B pexknm “n3sbH nHauKauma” (off label). Tosa o3HauaBsa, ye bonecTta
MMWACTEHUSA HEe e BK/YEHa B MHAMKAUMUTE, M3OPOEHN B KpaTKaTa XapaKTePUCTMKA Ha NPoAyKTa.
CbrnacHo 6barapcKoTo 3aKOHOAATENICTBO, CbC CPEACTBA OT O6LLECTBEHOTO OCUrypsiBaHe He MoraT Aa
6baaT 3an/1alaHu 1eKapCcTBa, KOUTO Ca Ha3HaYeH “n3BbH MHAUKauma".

M3TOYHMK:

https://www.empowerare.eu/bg/post/oprhan-drugs

e  WNHdpopmaumoHHM U o6pa3oBaTesiHn pecypcu

HayuoHanHuam uyeHmvp no obuwjecmeeHo 30pase u aHanusu (HLO3A) e cmpykmypa Ha
HaLMOHa/IHaTa CUCTEMA Ha 34paBeona3BaHeToO U OCbLLECTBABA AeMHOCTU MO:

7

+ OnasBaHe Ha 06LI.I,ECTBEHOT0 34pase,

7

% [pomoumsa Ha 34paBeTo U NpodUIaKTMKa Ha bonectute,

KD

** MHCI)OpMaLI,MOHHO ocurypAaBaHe Ha ynpas/IeEHUETO HA 340aBEOMNA3BAHETO.

Mwucmata Ha HaumoHanHma UEHTBbP MO O6LLI,ECTBEHO 34paBe U aHaM3M € pOa CbYeTaBa TeE3U
pa3Hoo6pa3HM p,eﬁHocm B MHTEPEC Ha I'IO-,CI,06p0TO 34paBe Ha HaceneHueTo.

Ha HeroBuAaT yebcaiT morat ga 6baat HamepeHn nHoopmaums 3a Hapeaba 16, KommcusaTa no peaku
6onectu, HAKom [JocmeTtaTa Ha peaKuTe 3abonsBaHUA perncTpupaHm B Bbarapus u ap.

UndopmayuoHeH yeHmup 3a pedKu boaecmu u nekapcmea cupayu (MLPB/C) e cb3gageH Kato
npoekTt Ha BAMOH npes3 2004 r, maly, 3a Len Aa OTroBOp Ha HeOBXoAMMOCTTa Ha XopaTa C PeaKu
6onectn 1 6AM3KMTE UM OT AOCTbMHA M AOCTOBEPHA MHPOPMaLMA 3a Te3n 3abonABaHMA, KAaKTO U 3a
Bb3MOXHOCTUTE 3a /iIeueHune U pexabuantaums B bbarapma n uyxéuHa. 3ag yeunmsata Ha ULLPB/IC ctom
eKkun oT Hag, 20 o6 POBOHM KOHCYNTAHTU — BOAELLM MEANLMHCKM CNELMANINCTU OT YHUBEPCUTETCKUTE
KAMHWKM B Bbarapus, KOUTO U3FOTBAT M NOAbPHKAT borata OMBAMOTEKA Ha BBNTAPCKM €3UK 33 PeaKu
6onectn, KOATO AHEC e Ha Pasno/IoKeHWe Ha BCMYKM 3aMHTepecoBaHM auvua. MHbopmaumata B
LeHTbpa e HacoyeHa M3uAN0 KbM MEeAULMHCKM CNeLUanmcTu.

MayueHnmcku yebcaiimoee


https://www.empowerare.eu/bg/post/oprhan-drugs
http://www.raredis.org/?page_id=2145
http://www.raredis.org/?page_id=2701

MoBe4yeTo NaUMEHTCKM OpraHU3auuMm noaabpraT cobcTBeHM yebcanToBe ¢ KOHKpPEeTHa MHbopmaLumn
3a gMarHosara/Te KOMTOo npeacTasaasart. Tasu MHGOPMaLMA MOKe A3 e HadexaHa, Ho cliedsa aa 6bae
npoBepeHa 1 NoTBbPAEHA U OT CNeunanncT B 06/1acTTa, Tbil KaTo HE € U3K/IYEHO Aa CbAbPMKa HAKOU
HenpenopbYMTENIHWM HACOKM 3a CamoTepanua NN NeKyBaHe.

HayuoHanHa auHuA 3a nomouw 3a pedxku 6onecmu

HaunoHanHata nvMHMA 3a nomouw, bewe oTKpuTa npes npoekta 0s81acmMAs8aHe HA Xopad C pedKu
6onecmu-2021 npe3 2022 roanHa, C €KCNEPTM OT ONUT N KOHCYATMPALL, IOPUCKOHCYAT U BeAHara e
npueTa 3a 4acT OT MpexaTa Ha HauuoHanHuTe AnHMKM 3a nomow, Ha EURORDIS. Ta npepoctasA
uAnocTHa nHdopmauma 6asmpaHa Ha HagexXaHW yebcanTose n 6asn gaHHM KaTto OpdaHeT n EPH um
y4yacTBa aKTMBHO B AeMHOCTU Ha mpeaTa B EBpona. HaunoHanHaTa IMHUA € HacoYyeHa 3a NOMOL,
NPeaMHO KbM MaLMEHTU KMUBEELLM C peaKM 601ecTn n TexHUTe cemeicTaa.

e WUscnepgBaHe Ha obpa3oBaTeNHUTE UHULMATUBU U NPOrPaMM, HaCOUEHM KbM NOBULLABAHE
Ha 0CBEA0MEHOCTTa M 06yYeHMeTo Ha MeAULIMHCKU CrieLUanmnucTm

AcoumauusaTa Ha CcTydeHTUTe — meguum B bwbarapua (ACMB) e camoctosTenHa, He3aBUCUMA,
HENoONMUTMYECKA, HEeMNpPaBUTE/NICTBEHA OpraHM3auuAa Ha CTyaeHTUTe No meguuuHa B bbarapus.
AcoumaumaTta e cb3gageHa Ha 03.03.1990 roauHa M e edHa OT HaW-ToIeMUTe MNAOENKKMU
HenpaBUTeNcTBeHn opraHusaumm 8 bvarapma. ACMB e cneyennna npusHaHMeTo U Ha bBbarapckua
Nekapcku Cbtos KaTo oduumaneH Gopym Ha CTyaeHTUTe No meguunHa B Bbarapus

AcoumaumsTa Ha CTyAeHTUTe Meauun B Bbarapusa e eanH OT MHULMATOPUTE Ha 0ByYEeHUA CBBP3aHU C
peaKku 601ecTn HacoYeHU KbM CTYAEHTUTE MeAMUL M, HO KOHKPETHO TemaTa He e 3aCTblNeHa B NoAP06HM
KypcoBe, a No-CKOpO ce NPOBEXAAT NePUOANYHN MHPOPMALMOHHN CbOUTHA.

e MoaKpenawwm rpynu u o6WHOCTU

Ha EBponelicko HMBO Hai-ronsimara 3acTbhHMYecka opraHusaums e EURORDIS, KofiTo BU3MA MoKeTe
4a npoyeTeTe No-40AY:

Hawama eu3us e ceam, 8 Kolimo e8cu4Ku xopa, ¥cuseeuju ¢ padka 6osecm, mozam 8a umam no-
dbave U No-006vp Husom u 0a nocmuaHamM MbAHUA CU NOMeHYyuana e obujecmeo, Koemo yeHu
msaxHomo bnaazonony4yue u He uzocmaes HuUkoz2o (EURORDIS). (3).

Eurordis - Rare Disease Europe - e eBponeickaTta opraHusauusa 4aabp, obeAmHABalla BCUYKU

nauMeHTCKM OpraHM3aLmnmn 3a peakn gmarHosun. Tasm opraHM3aums Yaabp NpeacTaBasnBa e4ANHCTBEH Mo
pofa cu 3a EBpona anuaHC € HecTonmaHcka uen ot Hag 1000 opraHWsauMu Ha NaUMEeHTU C pedKu
6onectu oT 74 AbprKasK, KOUTO pPaboTAT 3aeAHO, 3a Aa NoAC6PAT XKMBoTa Ha Hag 300 MUANOHA AyLLK,
¥UBeelm ¢ pagko 3abonasaHe B cBeToBeH Mallab.

Ypes cBbp3BaHe Ha NaLMEHTH, CEMENCTBA M FPYNK NaLMeHTH, KaKTo M Ypes obeanHABAHE HA BCUYKM
3aMHTepecoBaHM CTPaHM U MobunmnsmnpaHe Ha obuHocTTa Ha peakute 6onectn, EURORDIS obeaunHsBa
rnaca Ha naumeHTUTe U opopma uscnenBaHUATa, MOAUTUKUTE U YCAYTUTE 3a NAUUEHTUTE.

[o 2030 r. EURORDIS uenu ga ponpuHece 3a NOCTUraHETO Ha 6 NPUOPUTETHU LLeAn, ONpeaeneHn Bb3
OCHOBA Ha NPOrHO3HOTO Npoy4saHe Rare 2030:


https://www.eurordis.org/

< To-paHHa, No-6bp3a M NO-TOYHA AMArHOCTMKa — LIe/ITa € ANArHOCTUKa B paMKuUTe Ha 6 mecela

< BucoKOKayecTBEHM HaLMOHAZHM W eBPOMEeNCKM MbTMLLa 3a 34paBHO  06CAyXBaHe,
BK/IOYMTENIHO TPaHCrpaHWYHO 34paBHO o6cay:kBaHe — uUen 3a noaobpsaBaHe Ha
NpeXKMBAeMOoCTTa C 3 roauHu cpeaHo 3a 10 roanHn U HamansABaHe Ha CMbPTHOCTTa Ha Jeua
noA, 5-roamiuHa Bb3pacT ¢ eqHa TpeTa

o MHTerVIpaHVI MeaunKo-CoumanHm TrpuXunm C XonnctnydeH noaxod npe3s uenama XuMeoT U
BK/lOYBaHe B OOLIECTBOTO — LE/ HamanfABaHe Ha couuanHaTta, ncuxosormyeckata u
MKOHOMMYECKaTa TEXKECT C efiHa TpeTa

4 M3Cl'lep,BaHl/lF| 1 pa3suTne Ha 3HaHA, KOUTO Ca MHOBAaTUBHU U BOAEHUN OT HYXXAUTE Ha XOpaTa,
KUBEELWM C pAaaKo 3abonsaBaHe

<% OnTMMM3MpaHN UMIPOBM TEXHONOTUM 33 AAaHHU U 34paBe B M0/3a Ha XopaTa, *KUBEELU C
pAafKo 3abonABaHe, M 06LLECTBOTO KATo LANO

< PasBMTME M HANNMYHOCT, AOCTBMNHOCT U AOCTBLNHOCT HA JleyeHnna, ocobeHo TpaHCHOPMATUBHM
nnn nedyebHn Tepanum — uen ot 1000 HoBM Tepanuu B pamKuTe Ha 10 rognHm

B nocnegHuTe roguHu BCE NO-ronam NPUOPUTET 3a Eurordis B rpnXKata 3a pegrknTe uarHo3n CtaBa u
NCUXUYHOTO 34pasBe. MNoseye 3a MHULMATUBUTE 33 nogkpena Ha NCUXUYHOTO 34paBe MOXeTe Oa
Hay4yute TyK.

. WUHTerpupaHn mMeauKO-COUMANHU TPUKU C XOJIMCTUYEH NOAXOA Npe3 LeNvUA KUBOT U
BK/Z1lO4YBaHe B 05I.I.I,ECTBOTO — uen HamanAaBaHe Ha CouMuasiHaTa, MNCUXOJIOrnYeCKaTa U
UKOHOMMUYECKaTa TeXKeCT C eaHa TpeTa

Ha MeCTHO HMBO CblLECcTBYBa 3aCTbNHUYECKa OpraHU3aums ,4aabp” Ha KOATO Bbarapcka XbHTUHITBH
Acoumnauus e cbyupeguten — CapyxkeHue ,Peakun 6onectn bbarapma‘, KoaTo oT perucTpaumsaTa cu Ha
19.04.2023 Kbm MOMeHTa nma 9 uneHose. YebcalTbT e : www.rare.bg

B nnHKa no-gony morat ga ce snaAatT HAKOU OT HAa/IMYHUTE NAUMEHTCKMU OpPraHn3aunn 3a pas/ityHuU
peakun 3abonaBaHUsA:

https://www.empowerare.eu/bg/post/ngo-contacts

e [Monutnyeckn v 3aKoHOAATENHU UHULMNATUBU

Ha HauMoHanHoO HMBO KbM MOMEHTA cbliecTByBa Hapeg6a Ne 16 ot 30 tonu 2014 r. 3a ycnoBuaTa u
pepa 3a peructpupaHe Ha peaKkute 3a60nABaHMA U 32 EKCNEepTHUTE LEHTPoBe U pedepeHTHUTe
MPEXM 33 pesKn 3abonnaBaHus

OCTapFII'I 3a BpeMeTo CU AOKYMEHT, Ta3un Hapep,6a Ha MPaKTUKa Cb3aaBa CEPUO3HUN NpPeYvYKn npesq
XOopaTa XKunseewm c pagko 3abonsBaHe U TEXHUTE CEMEICTBa Aa MmaT A40CTbn 40 34PaBHUN U COUMNaNHU
FPUXKN, Nopaan HeaeKBAaTHOCTTA Ha TEKCTOBETE N USUCKBAHUATA CU.

Kbm 31.08.2023 BXA e m3nbumna ekcnepT 3acTblMHMK, KOMTO e paboTna B NapTHbOPCTBO C ApYyru
3aMHTEpEecoBaHM /iMLa M 3aCTbMHMLUM 33 Cb3AaBaHe Ha NpessioXKeHne 3a NnpomsHa Ha Hapepba 16,
KOETO e M3npaTeHo KbM MWHUCTEPCTBO Ha 34paBeona3BaHeTo.


https://www.empowerare.eu/bg/post/mental-health-eu
http://www.rare.bg/
https://www.empowerare.eu/bg/post/ngo-contacts

Mpe3 uanata 2023 rogMHa HAKOAKO FPaXKOAHCKM OpraHmMsaumMm M 3acTbNHUUWM BOAEXA CEepPMO3HA
3aCTbMNHUYECKA KamMnaHuA OTHOCHO ManHyTpuumATa Npu naumeHTMTe — Aeua U Bb3PACTHU, KOATO
MMmalle 3a Uuen ga ocBeTn npobaemute M AUNCaTa Ha XPaHM 32 MeAMUMHCKO MoaA3BaHe, KOUTO ca
MBOTOCNACABALUM NPU PA3NNYHKM 3a060/1ABaHUNS, BKAIOUMTENHO M HAKOW PEeAKM TaK1Ba.

e  MHCTUTYuMK, OTrOBapALLM 32 NpaBaTa Ha NauMeHTUTe c peaku bonectn

Bbrnpekn BbBeAeHUTE A0 MOMEHTa 3aKOHM, ypexJalluM npasaTa Ha XopaTta C yBpesKAaHus, U
nporpaMmTe, HacbpyaBally Cb3[4aBaHETO Ha YC/I0BMA 33 TEXHMA paBeH CTapT, BCE Olle ca Haauue
peamua cUTyalmm, B KOMTO NpasaTa Ha Te3u rpakaaHu MMart Hy»Kaa OT creumasnHa 3awmra. B Takuea
C/lyyamn, BUXTE MO Aa Ce CBbPIKETE CbC CNEAHUTE UHCTUTYLNN:
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< OmbyacmaH Ha Penybnuka bbarapus

OMbyACMaHBT e 3aCTbMHMK 33 NpaBaTa Ha XopaTa M NasuTes Ha obwecTBeHus nHTepec. Tol e BUCLW U
HE3aBUCUM KOHCTUTYLMOHEH OpraH, KonTo ce nsbupa ot HapogHoto cbbpaHue. OMbyacmaHbT e
He3aBWCUMM B CBOATA AEMHOCT U Ce NOAYMHABA CAMO Ha KOHCTUTYLMATA, 3aKOHUTE U MEXAYHAPOaHUTE
[0roBopu, paTMdULMPaHM 1 BNe3Y B cua 3a Penybanka Bbarapusa. Toi ce 3acTbnBa ¢ NpeaBuaeHuTe
B 3aKOHa 33 ombyacmaHa cpeacTBa, KoraTo ¢ AelicTBue uav 6esgeincTene ce 3acaraT UM Hapylwasar
npaBaTa M cBObOOAUTE Ha TrparKAaHUTE OT [LbPMKABHUTE M OOLWMHCKATE OpraHu MU TexHWUTe
aAMUHUCTPALMN, KAaKTO M OT INLLATA, Ha KOMTO € Bb3/I0XKEHO Aa NPeaoCTaBAT 06LLEeCTBEHM YCAYTH.

Hanbute n curHanmTe go ombyacmaHa ca B Hanb/HO cBoboaHa ¢opma, cTura pasbupaemo aa ca
W3/10’KEHW OMNJIAKBaHUATA M Aa Ca MOCOYEHM MPaBaTa, KOMTO Ca HapyLUEHW.

MparkpaHUTe morat Aa ce 06pbLLAT KbM oMbByacMmaHa No cnegHUTE HAUUHM:
1. /InyHo, B HerosaTa npuemHa B rp. Codus, yn. “Teopr BawmnHrron” Ne 22;

2. Mo nowarta Ha agpec Codpua 1000, yn. “Ox.BawmHrroH” Ne 22

3. No TenedoHa Ha Homep 02/8106 955 naun 02/9809 510;

4. Mo dpaKca Ha Homep 02/8106 963;

5. Mo eneKkTpoHHaTa nowa Ha agpec: priemna@ombudsman.bg

6. Ypes MHTEPHET cTpaHMLaTa Ha ombyacmaHa: www.ombudsman.bg

PasrnexkgaHeTo Ha *Kanbu Ha rpaxaaHu e ocBo60AEHO OT TaKCH.

o

+ Komwucumsa 3a 3awmra ot AUNCKPpMMUHaUUA

CobrnacHo 4yn. 40, an. 1 ot 3aKoHa 3a 3awWuTa OT AUCKPUMMHALMA KOMWUCUATA € Cb3dadeHa KaTo
He3aBUCUM, creumannsnpaH gbpXKaBeH opraH c Liea NnpeaoTBpaTaBaHe Ha AMCKPUMUHAUMATA, 3aLUnTa
OT ANCKPUMMHALMSA N OCUTYPABAHE PABEHCTBO Ha Bb3MOMKHOCTUTE. KOMMCMATA OCHLLECTBABA KOHTPOJ
Nno npunaraHeTo M CMasBaHETO Ha 3aKoHa 3a 3awWuTa OT AMCKPUMMHAUMA WKW APYrN 3aKOHW,
ypexaalim paBeHCTBO B TPETUPAHETO. 3a peannsmnpaHe Ha NocTaBeHUTe Lean — B C/lydanTe, Mpu KOUTo
€ YCTaHOBEHO Ha/inune Ha AUCKPUMMHALMSA, Ha KomMUcHATa ca NpefocTaBeHu U peanua mMexaHUsmu
3a Bb3aelcTeme.

AfpechT Ha KomucusaTa e rp. Cooua, byn. , AparaH LlaHkos” Ne 35, n.k. 1125, Ten : 02 807 30 30.



PasrnexaaHeTo Ha anbwu Ha rpakJaHun e ocBoboaeHO OT TaKCU.

» [lpezned Ha npedu3suKamesncmeama, nped Koumo ca usnpaeeHu mesu xopa

e CoumanHa n eMmoUUOHaNHA u3onaums

- OueHKa Ha edeKTuTe OT couManHaTa M30nauma U Hepa3bupaHeTo OT 06LWECTBOTO, KAaKTo U
Bb34eNCTBMETO BbPXY NCUXMUYHOTO 340aBe.

KauyecTBOTO Ha KMBOT Ha NauueHTUTe ¢ peakn 6onectn (PB) e 3HauUTENHO NOBAUSAHO BbB BCUUYKMU
namepeHua. lNpunaraHeTo Ha pasanyHM obwm uamn cneumduUYHM BBMAPOCHMLM 33 OUEHKA Ha
KAQuyecTBOTO Ha XKMBOT KfacnudumLmpa TeXKecTTa Ha OTAEeNHMTE peaKu 3a601ABaHMA M Bb34ENCTBMETO Ha
Bb3MOXXHOCTUTE 3a NIe4eHNEe BbPXy KAauyeCTBOTO Ha XKMBOT Ha 3acerHatute nauueHTu. HacroAawoto
NUNOTHO amMBUCNEKTUBHO NPOyYBaHE MMa 33 Len 43 OLEHM U CPaBHM NPOCMNEKTUBHO KAayecTBOTO Ha
MBOT Ha MauMeHTUTe C peaKku 3abonABaHMA B Bbarapusa, KakTo M [a OUEHW PeTPOCNEeKTUBHO
YAOB/IETBOPEHOCTTA HA NAUMEHTM C peaku 3abonaBaHWA OT TepanuATa, AOCTbNa MM 40
dbapmaLeBTUYHOTO 06CAyKBaHE M HEroBoTo KayecTBo. [lpoBedeHO e aHKEeTHO MpoyyYBaHe no
npeaBapuUTeNHO CNeunanHo Cb34aLeHM 3a LeanTe Ha NPOoyYBaHETO BBMPOCHULM cpes, NaLuneHTn ¢
peaku 3abonaBaHUA: aKpomeranusa, cuHApom Ha KywwuHr, 6enogpobHa xunepToHua, Gonect Ha
YuncwH, 6onect Ha Pompe, cupuHrommenma u capkomngosa. M3nonssaH e 1 MHOroacneKkTeH U3MepuTen
Ha KAYecTBOTO HA YXKMBOT: BbMNPOCHUK SF-36, KOMTO M3MepBa 9 CbCTOAHUA B CKana mexagy 0 n 100. B
HabntogaBaHaTa rpyna »keHute npeobnagasat Hag mbxeTe (31 cnpamo 13), KaTo NauueHTUTe ca Ha
Bb3pact mexay 40 n 60 rogmHn. CpeaHOTO Bpeme MexKay MoAaBaTa Ha CMMMNTOMMUTE W MpaBUAHATA
AvarHosa e 2,39 + 3.28 roanHu, KaTo e Hal-gbAro 3a nauueHTuTe ¢ 6onect Ha Pompe (noeeuve ot 10
roAvHW) U Hal-KPaATKO 3a NaUMeHTU ¢ akpomeranma (< 1 rognHa). CpegHaTa CTOMHOCT Ha KQYecTBOTO
Ha *uBoT e 45.3 + 21.86. Hal-HUCKNUTE CTOMHOCTM 33 KayecTBOTO Ha KMBOT Ca 3a AOMeNHUTe
,OrpaHuyeHunn B geiHoctute” (AV = 35.80 + 41.55) u 3a ,,’KM3HEHOCT, eHeprua uamn ymopsemoct” (AV
= 35.91 + 21.92). CpegHaTa CTOMHOCT 33 KayeCTBOTO Ha KMBOT € Hal-BMCOKa MpW NauumeHTUTe C
akpomeranms AV = 53 = 17.79. KayecTBOTO Ha KMBOT Ha NauMeEHTUTE C peakM 3abonseaHuA e
3HAUYMTENHO BJ/IOLWEHO, KaTo e Nod MaKcMmanHata ctoiHocT 100. MauneHTUTe ca yaoBAETBOPEHU OT
NleyeHneTo 1 oT papmaLeBTUYHOTO 0B6CNYKBaHE, HO HEe Ca CK/IOHHM Aa Ce KOHCynTupaTt ¢ dapmauesT
OTHOCHO 3a60/1ABaHETO U NpeanncaHoTo UM neveHue. (5).

e HepocTtaTbuHa obuecTBeHa M NOAUTUYECKA OCBE40MEHOCT

- PasrnexpaHe Ha aMncaTa Ha 0CBEAOMEHOCT U pa36MpaHe OTHOCHO peagKkuTe 6onectn Kakto
cpea WKMpoKaTa 06LI.I,eCTBEHOCT, TaKa u cpea nonanTnyeckuTe inmga.

JlnncaTta Ha ocBe4OMEHOCT OTHOCHO NMpeau3BUKaTeNCcTBaTa Npes xopaTta C peaku 6onectu Boau Ao
CepPnOo3Ha 34paBHa U CoUuManHa AenpuBalnAa 3a Ta3n UeNEBA rpyna.

B AHKeTa npoBegeHa B MbpBaTa YacT Ha npoekta EMPOWERare, 156 y4acTHMKa 065BsBaT, Ye He
nofy4aBaT JOCTAaTbYHO MHPOPMALMA OT JIEKYBALMTE MM NIeKapu UM OT UHTepHeT. MNauneHTuTe M
06LLeCTBOTO CTpagaT OT JIMNCa Ha Hagexaa nHdopmauma Kakto odnaiH, Taka U OHMAMH, KOeTo e
cepuo3Ha npeanocTaBKa 3a /MNCaTa Ha 3aUHTEPECOBAHOCT U aHra*KMPAHOCT Ha WUHCTUTyUUUTE U
NOAUTUYECKUTE NnLLa B TEMATa M paspellaBaHeTo Ha HAKOW OT Npeau3BMKaTeNCcTBa Npea xopaTa.

3. UsrpaxkgaHe Ha HauMoHanHaTa mpeya 3a B3aMMONOMOLL, Ha XOpa ¢ peaku 6onecru:




MNo-Bpeme Ha npoBeaeHus npes 2022 ObyunteneH Jlarep e cbopmupaHa HaunoHanHa mpexKa 3a

CaMornomoll, Ha xopaTta C peakn 6onectu, Kato y4aCTHULUTE ca HanpaBuaM HedopmasHa rpyna B
coumanHute megmmn. ObyyeHu ca 3HauuTeNeH Ha Bpon xopa OT yaA3BMMATA rpyna n e copmmpaHo
CUNHO A4PO0 OT 3aCTbMHMUM C ACHA BM3MA 3@ M3MbJAHEHME Ha 3acTblHMYEcKU genctema. lMpes
cnepBalmA Nepuo Ha NpoeKkTa NPeacToM Aa Ce peanunsmpaT pegumua CTbMKM U 3acTbhHMYEcKa
KaMnaHuA Mo MaeHTUGMUMPAHM HEOT/IOXKHW HYXKAN Ha LUeneBaTa rpyna.

> Cmpameauu 3a pazeumue U yKpeneaHe Ha mpexcama
¢ Cb3pgasaHe Ha NaaTPopma 3a KOMYHUKaALUSA

KaTto Hall-lWMpoKo M3nonsBaHaTa coumanHa meaus — Facebook, eKkuna Ha NpoeKkTa M YyneHoBeTe Ha
KoHcynTaTMBHMA CbBET pelnxa Aa W3NoN3BaT MMEHHO HeA, 3a Cb3faBaHeTo Ha naatdopma 3a
KOMYHMKaLMATA MEXKAY 3aMHTEPECOBAHMUTE CTPaHM U MACTO 3a CNoAesHe U KOOpANHUPaHe Ha obuwo
3aCTbMHMYECKM AeicTBuA. B rpynata HauuoHanHa mpexka 3a B3aMMOMOMOLL KbM MOMEHTA MMa
BK/IlOYEHUM noBede oT 550 naumeHTa, rpuUxKewm ce U MeaANUUHCKU U HEMeAUUMHCKN eKcnepTa, cpes,
KOUTO M Angepw Ha NaunmeHTCKn opraHnsanmm, KOeTo No3BoAABa BOAEHETO Ha MOA30TBOPHU AUCKYCUU
MeXAay pasnuyHuUTe 3auHTepecoBaHu cTpaHu. Cb3gasaTt ce YaToBe No 06/1acT, BCEKM YyYaCTHUK MM
Bb3MOMKHOCT Aa Cb34afeH cObCTBEHAa 4yaT cTasd, MOXe fla ce KayaT M obmeHAT dalinose U Apyru
BM3ya/IHM MaTepuaan, KOeTo NO3BO/IABA JIECHO CNOAENSAHE Ha OMUT U CbBETMU.

e OpraHusMpaHe Ha perynspHu cbbuTna n cpewwm

MpoBexaaHe Ha KOHPEepPeHLMM, CEMUHAPU U PaboTHM cpelim 33 0bMAHa Ha 3HAHWA U Hail-go6pu
NPaKkTUKKM. OpraHuWsMpaHe Ha CPely Ha KMBO WAM BUPTYaNHM CbOUTUA, KOMTO HacbpyasaT
0b6LWHOCTHaTa BPb3Ka M eMOoLMOoHaIHaTa NogKpena.

Ot cb3gaBaHoTo M Kbm 31.08.2023 rogmHa HaupoHanHaTa mpexKa e cbCTosna 4 OHManH cpewm n 2
cpewym Ha *uneo B Copua u byprac.

» [Modxodu 3a Hacvbp4YaeaHe HO CbMpydHUYECMeomo u 0bmMaHama Ha UHgopmayus

e WNHTepaKTMBHM 1 06pa3oBaTeIHN MHULUATUBH

- OpraHusupaHe Ha 06pa3oBaTENHN KaMMaHWUM U MHTEPAKTUBHU PaboTUAHMLM 33 NALUEHTU U
TEXHUTE CEMeCTBa.

PeanusnpaHa e PaboTMnHMLA 3a 3aCTbNHULM B NapTHbOPCTBO ¢ ®Ppamby, YMMTO 3anNuC e AOCTbNEeH
cB06OAHO N MOXKe fla ce reaa TyK:

https://www.youtube.com/watch?v=hDJWn1VgZrg

Mo Bpeme Ha M3NbAHEHMETO Ha npoekta EMPOWERare2021 ca peanusupaHu 4YeTUpPU OHAAMH
0by4yeHUs, KOUTO ca HAacCoYEHU KbM pa3HOObpasHKU Temu M Nyb6anKa U ca aoctbnHu npe3 YOU TUBE
KaHana Ha opraHu3aumATa TyK:

OTaenHo oT ToBa e cb3gaBaHe PecypcHa naamgopma, ¢ pasHoobpasHa MHPopmauma B 6 otaena,
KOATO CbLUO € Ha Pa3no/IoXKeHWE Ha NaLMEHTH, TEXHUTE BAN3KM U 3aUHTEPECOBaHN AL TYK.


https://www.youtube.com/watch?v=hDJWn1VgZrg

B oHnaliH rpynaTa HaunoHanHa mpeka 3a B3aMMOMNOMOLL, Ca C BKAKYUMAM Hag, 550 nauneHTn c Hag 127
PasINYHN OMarHO3M, KbAETO MMA Bb3MOXHOCT Aa Ce CTapTUpaT 4YaToBe , KAaKTO MO OoTAenHuTe
AMarHo3mn, Taka 1 3a 0610 3aCTbMHUYECKN AENCTBMA NN 0OMEH Ha MHbOopMaLUS.

4. 3acTbnHMYECKa KamnaHua:

» 3acmvnHuyecku delicmeusa 8 pamkume Ha npoekm EMPOWERare2021

3acTbMHMYECTBOTO BK/IIOYBA BCUYKM [EMCTBUS, KOWUTO OpraHuM3auuuTe W OTAENHUTE LA
npeanpmuemart, 3a a2 OKaXKaT HAaTUCK 3a MPOMEHM Ha Aa4eHa NOAUTUKA UK NOBeAEeHNE HA UHCTUTYLMA
WN OpraHu Ha BNACTTa C U A3 3alMTAT MHTepecuTe Ha KOHKPEeTHa IMYHOCT UM rpyna oT Xopa U Aa
CbAENCTBAT 3a TAXHOTO Hal-406po passuTue.

AKUEHTBT ce NocTassA BbPXY 3aCTbMHMYECTBOTO 33 XOPa C YBpeXAaHMA — efiHa couuasnHa rpyna, KoaTo
ce Hy)KAae oT ocobeHa noAKpena, a 4ecTo He A Noy4asa OT AbprKasarTa.

- I'Ipe3 HaunoHanHata MpeXKa 3a B3aMMOMNMOMOLL, Ha XOpa C penku 6onectun ¢ nomouita Ha
4Y/1€HOBE Ha KOHCYI’ITBTMBHMH CbBET HAa NMPOEKTa 6sxa MHNUNNPAHU HAKOIKO 3aCTbNMHUYECKU
,Cl,eﬁCTBMFl — B TOBa 4nNCno:

12 3aCTbNHMYECKN NMUCMA U CTAHOBMLLA NO MHUUMATMBA Ha XO0pa C pearu b6onectu m NauyneHTCKn
OopraHunsauunun.

1. Tekywwm cTaHOBULA U NPU3UBU

e  AKTMBHA KOpPeCrnoHAeHLMA C ObArapcku eBpo AenyTaT oTHocHo [ebaTta 3a eBponeicku naax
3a pegkuTe 60onecTu ( aHraxunpaHu ABama eBpo AenyTaTH, 3aaBuam ydyactue B [lebata — MNetobp
ButaHoB 1 PagaH KbHeB).

e AKTMBHa KopecnoHaeHuma ¢ HUO3A oTHocHO npepocTtaBaHe Ha MHpopmauma 3a 6posa Ha
NnauMeHTMTe BKAOYEHW B HaumoHanHWMA CNUCBK Ha peakute H6onect M NybanKyBaHe Ha
JocveTtata Ha peakute 6onectu BrkAoveHU B CnMCbKa Ha pepkuTe 6onectn B Bbarapusa
(nonyyeH pernctop, Ny6AMKYBaHM YacT OT AOCMETATA, O4AKBAME BCUYKM).

e (CraHoBuLe OTHOCHO lMpoeKT Ha MNocTtaHoBNeHUe HAa MUHUCTEPCKUA CbBET 33 USMEHEHME U
AonbNHeHWe Ha HapeabaTa 33 MeguuUMHCKATa ekcnepTusa.

e [lucmo go MuHKCTBP Ha 34paBeona3BaHeTo 33 MHMLMUPAHE BKIOYBAHETO Ha yTpa PAAKO
3abonaBaHe B CNMCbKa Ha peakute 6onectm cnopes Hapeaba 16.

2. XonuctuyHa rpuxXa -ocurypaBaHe Ha ycayru 3a couuasiHa nogkpena U noagkKkpena 3a
NCUXUYHO 34paBe

Ha 6a3a npoBefeHa aHKeTa cped MO M KOHCYNTAUMM C YYaCTHUUM B HaUMOHANHATa MpeXa e
nsnpaTteHo CTaHOBMLLLE OTHOCHO HEOBXOAMMOCTTA OT CeunannsmpaHmn coumanHu ycayrm ¢ npuopumTeT
peaku 6onectu. PeannsmpaHm ca cpewm ¢ npeactasutenn Ha MMHUCTePCTBO Ha TPyAa U coumanHaTta
noAKpena, KakTo 1 [iupektopa Ha Anpekuus ,,Coumnantm AermHocTn 1 ycayrn“ kbm CTonnyHa obLimHa.

3. Pesonouua Ha OOH 3a npeausBuKaTencrTeaTa npes cemeiicTsaTta ¢ pegku 6onectu

KamnaHuATa e cTapTUpaHa olle B NbpBaTa vYacT Ha npoekta EMPOWERare, kato 1 8 EMPOWERare2021
€ NPOoABb/IKEHO @ ce KOMYHUKMPA M3MbJHEHMETO Ha NPU3NBMTE Ha Pe3otoumnsaTa ocobeHo B YacTTa



Ha XO/INCTUYHa rpnXKa n ocnurypAasaHe Ha NnomMolLl, 3a NCUXNYHOTO 34paBe.

e AKTMBHA KOpecnoHAeHUMA OTHOCHO npuemaHe Ha Pesonouma Ha OOH 3a
npeansBMKaTesicTBaTa MNpes XopaTa XKMBeewwn C pegku b6onectm M TexHUTE cemencTsa
(npoBeneHa cpeula c npeacrasutenm Ha MTCHM)

e AKTMBHA KOpecnoHAeHUMA C UHCTUTYUnK 1 rogmHa cneg npuemaHe Ha Pesontounata Ha OOH,
MO OTHOLEHME HAa HEMHOTO M3NbJAHEeHWe B Bbarapua

Pe3tome Ha pe3onoyusa Ha O6uomo cvbpaHue Ha OOH 3a npedu3zsuKkamesicmeama npeod xopama,
Hueeewju c pedku bosnecmu u mexHume cemelicmea: fa pazbepem npoyeca

O6woTo cbbpaHMe Ha OOH cbbupa 193 HauMOHANHM AbprKaBu. To e B cecua npes uanaTa rogmHa,
3anoyBaiikm npes centemepu. Pesontounnte Ha UNGA oTpassBaT cTeNeHTa Ha MeXKaynpaBuTeICTBEHO
CNopasymeHue, eBoIIOLMA Ha NOAUTUYECKaTa MAEN U CbCTOAHWETO HA MO0bHaNHOTO CbTPYAHMYECTBO
no gageHa tema.

Pesontoumata Ha O6wWoTo cbbpaHMe Ha OOH oTHOCHO crpaBAHe C Npean3BMKATENCTBA HA XOpPaTa,
UBeelM C peaKu 3abonasaHmna n TexHUTe cemelictea (Pesontouma oTHocHo MPB) ca npeacTtaBeHn
ypes TpeTnsa KoMnTeT.

KoHTeKcT

OcHOBHaTa Uen Ha KaMnaHMATA e ga ce Npu3Hae, Ye XopaTa, KMBeewwn ¢ pAaKo 3abonssaHe, ca
npeHebpersaHo HaceneHMe 1 ToBa U3MCKBA HE3abaBHO U CNELUHO BHUMAHWE, KAKTO U NPUEeMAHEeTO Ha
rNobanHM M HAUMOHANHW MNOAUTUKU, KOWUTO Ce OTHACAT A0 TEXHUTE HYXAW M AOMNPUHACAT 33
nocturaHeto Ha Mporpamata Ha OOH go 2030 r., cBbp3aHa C LenuMTe 3a YCTOMYMBO pPasBuUTUE U
obellaHneTo UM Aa ,,He OCTaBAT HUKOro 3aa, cebe cn”.

O6wHOCTTa Ha rpaXkAaHCKOTO obwecTBO 33 peakn 6onectn, ¢ NoAKpenaTa Ha peauua ObprKaBu-
yneHkn Ha OOH sKkatouuTenHo bpasmana, gbprKasata Katap v McnaHua, npegnaraT Aa ce npyeme
pe3sontouma Ha O6woTo cbbpaHue Ha OOH, KOATO MOXKe Aa AeNCTBa KaTo KaTaM3aTop KbM Tasu Les.

Uctopus

a) 300-Te MMAnoHa XOpa, Kuseewu c paagko 3abonsaBaHe no CBETa, U TeEXHUTE cemelicTBa ca n3npaBeHU
npea 06|J.I,VI npean3BnKaTe/NICTBa BbB BCUYKKM aACNEKTU OT eXeOQHEBUETO UM. KaTto nonynauuAa cC
HapacTBawun yA3IBUMOCTMU TE€ Ca HENMPOMOPLMOHANHO 3aCerHatu OT CTUrmaTta, ANCKPUMUHAUUATA U
counanHaTta MmaprmHaanmsauma B paMKUTE Ha CBOATA COUMaiHa Cpeda U B 06LI.I,eCTBOTO KaTo uAno.
OCKbAHOCTTA HA 3HaHMATA U E€KCnepTn3aTa 3a pearku 6onectute M nuncarta Ha MH(I)OpMMpaHOCT 3a
npean3sBmnKaTencreaTa, npea KoOMto ca n3npaseHU Xxopata C peaku 3a60/'IF|BaHMF|, O3Ha4aBa, 4e Te Ca
NCUXON0rnM4eckun, cCounanHo, KyrtrypHo 1 MKOHOMUYECKN YA3BUMMN.

6) CobliecTByBaT peamua B3aMMOAENCTBUA MEXKAY HYXAUTE U LenuMTe Ha ODLHOCTTa Ha peakute
6onectn, n tean ot Mporpamata Ha OOH 2030 n HelHWUTE UENM 33 YCTOMYMBO PasBMTUE, U NO-
KOHKPETHO cneaHuTe:

e [lpepu3BMKaTencTBaTa 3acAraT LUANOTO CEMENCTBO U NPUYMHABAT KAaTO LANOCTHO MOBULLEHA
nsonauma u obegHasaHe (LYP 1);

e 3axopaTa c peskun 6oaecTn AnMNcea AOCTbN A0 NOAX04AWA AMATHOCTUKA U TPUNKK Npe3 Leams
YKMBOT, KaKTo U counanHa nogkpena (LYP 3);

e XopaTa ¢ peakun bonectu ce cbNbCKBAT C NPeaU3BMKATENCTBA NPU A0CTbNA A0 06pasoBaHMe
Ha BCUYKM eTanu OT XKMBOTa CWU, NOPaAAU HEAOCTbMHOCT HAa CbOPDBKEHMA U HeadanTupaHu
meToaum Ha obyyeHue (LIYP 4);



e }eHuTe, XKuBeeuwu c paako 3abonssaHe, ca U3NpaBeHU Npea NoBeye TPYAHOCTM NPU A40CTbNa
[0 TPUMKN 1 KOraTo Y/IeH Ha CeMEeNCTBOTO XuBee C pAaKo 3abonABaHe, OCHOBHaTa posiA Ha
HenfaTeHUTe rPUXKKU Han-4ecTo ce noema oT XeHuTte (LIYP 5);

e XopaTa C peaku 601ecTn U TeXHUTE CEMENCTBA Ca U3MPaBeHN Npea Npeau3BUKaTencTsa npm
[0CTbNa, 3a/ibp’KaHETo N BpbLIaHeTo Kbm paboTa (LIYP 8);

e HenponopuvoHanHOTO HMBO Ha YA3BMMOCT O3HayaBa, Ye XopaTa C peaku bonectn ce
CONMBCKBAT CbC CTUIMa, AWCKPUMUHAUMA M JIMNCa Ha Bb3MOMKHOCTM 32 BK/OYBAHE B
obuiectsoTo (LIYP 10).

Pe3ontoumna Ha O6worto cbbpaHmne Ha OOH

BpemeTo 3a gelicteue e cera. MaHgemuAaTta COVID-19 xBbpAW CBET/IMHA BbPXY CbLLECTBYBaLLUTE
coumanHn, MKOHOMUYECKN U 340PaBHU HEPaABEHCTBa mMmexXay U B CTPAHUTE YNEHKU U OEMOHCTPUPa
cnewHata HeobXxoAMMOCT OT CrnpaBAHe ¢ NpeAM3BMKaTeNCTBaTa Npes xopaTta ¢ peaku 6onectu. Mo
Bpeme Ha Kpu13aTta npeaun3BMKaTeNCTBaTa Ca YMHOMKEHMU, KaTo AOCTbbT 40 FPUXKKU, Bb3MOXKHOCTUTE 33
paboTa 1 npuobLiaBaHe U NCUXMUYHOTO 34,paBe ca HENPOMOPLMOHANHO 3aCerHaTu.

Te3an npeanssBuKaTenctsa obaye HAMa ga mnsdesHat cneg COVID-19, ocBeH ako He 6bAaT BbBeAEHM
cneundUyYHM NOANTUKK 3a XopaTa C peakn 6onectn, 3a ga ce npemuHe Kbm LLYP 1 ga ,m3rpagum no-
£obpa cpega”. O6LWHOCTTa Ha XopaTa C peaku 6onecTn NpusoBaBa 3a NpUemaHe Ha Pes3o/loLns Ha
O6uwoTto cbbpaHuMe Ha OOH, cbcTaBeHa OT 5 KAOYOBM NpuM3MBaA M B CbLOTBETCTBME C peaumLa
CbLULECTBYBALUM UHULMATUBM, NOJIUTUKN U AeKNapaLmn B PasIM4HM 061aCTU, BKAKOYUTENHO:

- 3awWwmTa Ha NpaBaTa Ha YoBeKa

- Bopb6a cpelly cTUrmaTta, ANCKPUMUHALMATA, U3K/TIOYBAHETO U MapruHaamMsaumaTa

- UHBanmaHocT

- YassumocT

- MpaBa Ha geuaTa U NpPaBa Ha XXeHuTe

- YHMBEpCanHo 34paBHO NOKPUTUE

- Mporpama 2030, Llenn 3a ycToM4MBO pa3BUTME, aHTAXKMMEHTBT ,He ocTaBalTe HUKoro 3a4 cebe cn”

- CoumnanHo BKaoYBaHe

OCHOBHM npusnsun

1. MpaBa Ha YoBeKa U BK/IOYBaHe: Yyactue 1 BKAOYBaHe Ha /MuUa, XKuseewm ¢ pAAKa GOHECT, n
TeXHUTe cemeiicTBa B O6LI.I,ECTBOTO U 3a4NTaHEe Ha TEXHUTE YOBEeLUKU nNpaBa

Hacvpuasalime 0vprasume-4aeHKu:

e [la noaAbprKaT npasaTa Ha YOBEKAa Ha BCMYKM /iMLA, BKAOYUTENHO XOpaTa, KUBEELWW C peaKku
bonectu;

e [1a npeofoneaT NbpBONPUYUHUTE 33 OUCKPUMMHALMA CpeLLy XOpa, *KUBEeLWn C peaku 60!1€CTM,
BK/IIOYUTENTHO 4Ype3 pa3npoCTpaHeHMe Ha TOYHa MHd)OpMaLI,MFI n AEVIHOCTM 3a NoBuULWIaBaHE Ha



0CBEAOMEHOCTTa, KaTo NPOBbB3I/IACABAHETO HA NOCneaHMA AeH Ha deBpyapu 3a roguweH CBETOBEH
OEH Ha peakuTe bonectu;

¢ [1a cbbupat, KOMNUAMPAT M Pa3NpPOCTPaHABAT Ae3arpernpaHn AaHHN 3a XopaTa, KUBEeLLM C peaKku
6onectu, 3a ga naeHTUGULMPAT MOAEAN HA AUCKPUMMUHALMA M Aa Ce HanpaBK OLEHKa Ha Hamnpeabka
KbM nogobpABaHe Ha TeXHWUA cTaTyc.

2. NopxopAawm rpvxu: NMogobpasaHe Ha 34paBHUTE U COLMANIHN PECYPCU C NOAXOAALUMN FPUKK U
nogKpena B paMKUTE Ha CbLUECTBYBALLUTE pecypcu

¢ MPM3KMB KbM AbPXKaBUTE-UYNIEHKM A3 3aCUNAT YCUANATA CU 3a CNpaBsAHE C Npean3BUMKaTencTsaTta npes,
XxopaTa C pefaku 60/ecTU B paMKUTE Ha YHWUBEPCA/SIHOTO 34paBHO MOKPUTME 4ype3 npusaraHe Ha
WUHTEPBEHUNN, YNEeCHABAHE Ha MYATUAUCLMUMANHAPHUTE TPUXKM M HacbpyaBaHe Ha PABEHCTBO Ha
pecypcute;

e HacbpuyaBaHe abp)KaBuTe-yneHkn, cuctemata Ha OOH u gpyrM 3amMHTepecoBaHM CTpaHM Aa
NOAKPENAT MpeXKaTa OT eKCnepTM M LIeHTPOBE 3a FPUXKWM B CBETOBEH Malwab - 3a yKpensBaHe Ha
cucTemmuTe 3a 34paBeonasBaHe U y/iecHABaHe Ha AO0CTbMNa A0 AMArHOCTMKA U XOMUCTUYHU TPUXKM,
BKIHOYMTE/IHO COLLMANHU FPUXKM 3a XOpa C peaku bonecty;

hd HaCquaBaHe AbpXKaBUTe-4N1eHKn, CUCTeMaTa Ha OOH un APpYyrn 3anHTEPECOBAHU CTPAHU Oa 3aCUNAT
MEXAOAYHAPOOAHOTO CbTPygHUYECTBO UM KOOPAMHAUMA Ha WU3CNe[OoBaATE/ICKUTE YCUIUA, KaAKTO U
cnopenAHeTo Ha AaHHU 3a peaKu 3abonaBaHuA.

3. HaumoHanHm crparermmn: HacbpyaBaHe Ha HAUUOHANIHM CTpPATerMM U MEpPKHM, 3a Aa He OCTaHe
HUKOI Ha3ag

Hacvpuyeme dvprcasume-vneHku 0a npuemam / paspabomsam:

® HauyoHanHm CTpaTternun, Nn1aHoBeE, 3aKOHOA4ATE/ICTBA OTHOCHO NMNPaBaTa Ha XOpaTa C PpeOKU 6onectn B
CbOTBETCTBME C MeEXAYHAPOAHUTE 3a4b/TKEHNA N aHTAXXUMEHTU 3a NMPaBaTa Ha YOBEKaQ,

e [TOANTUKM U MEPKU 3a ChnpaBAHEe C Npean3BMKaTe/ICTBaTa Ha COUMAIHOTO pPa3BuUTUe, C KOUTO Ce
cbbeKBaT XOopaTa, 3aCerHat oT peaku 3360ﬂﬂBaHMﬂ, KOUTO MOXKeE Aa Ce HYXXAAAT OT MOMOLL, 3a 40CTbN
4o 06e3LLI,eTeHVIF| n ycnyrm (O6pa3OBaHME, 3d€EeTOoCT, 3,u,paBeona38aHe) M HaCbpydaBaHE Ha TAXHOTO
y4yactue B 06|.I.I,eCTBOTO.

Mpuszosasalime dvprasume-4aeHKU 00 NPUAA2AM HAUUOHAAHU MEPKU:

e [la ce rapaHTMpa, Ye xopaTta C pegKu b6onectn He ca M30CTaBeHW, KaTO Ce NPU3Hae, 4e Te 4eCTo Ca
HenponopumoHasiHO 3aCerHaTm ot 6ELI,HOCT, ANCKPUMUHAUNA;

e [la ce aHrakmpame UANOCTHO KbM pa60TaTa 3a CcoumnanHa UHTErpauna, Kakto m 3a nNCUXmMYecko um
¢M3MH€CKO 6narocbCcTosHUE Ha XopaTa, CTpadalin oT pAaAKo 3abonABaHe.

4. NMpusHaBaHe B cuctemata Ha OOH: UHTerpupaHe 1 BUAMMOCT Ha Npobaema c pegkuTe 6onectu B
areHuuuTte n nporpamurte Ha OOH

¢ pM3oBaBaiTe AbprKaBUTE-UNEHKN, areHMuTe Ha OOH 1 gpyrn CbOTBETHN MEXKAYHAPOAHN U



pernoHanHun opraHmnsaumm Aa NOJI0XKaT Cbr/laCyBaHW YCUNMA - B PAMKUTE Ha CbLUEeCTBYBaLLUTE pecypcun
- [ia BKtOYAT XopaTa € peakun 601ectv B MOHUTOPUHIA W OLEeHKaTa Ha LeaunTe 3a YCTOMUYMBO pasBuTue
(LYP), no-cneunanHo LIYP 1 oTHocHo 6eaHoctTa, LIYP 3 3a 3apaseto, LIYP 4 3a obpa3sosaHueTo, LIYP 5
3a paBeHCTBOTO Mexay nonoseTe, LIYP 8 3a [loctoiHuA Tpya 3a BcMUKK, LIYP 9 3a nHoBauunte u LIYP
10 3a HamaneHoTO HePABEHCTBO;

e HacbpuyaBalte abpKaBuTe-yneHKKU, cuctemata Ha OOH u apyrM 3amMHTEpecoBaHW CTPaHU Aa
NogKpenaT MeXAyHapoaHOTO CbTPYAHMYECTBO M Aa nogobpsasaT KoopAuHAuMATa  MexKay
CbLULECTBYBALUMTE MEKAYHAPOAHMN NPOLLECU U MHCTPYMEHTM 33 MOCTMIaHe Ha NpuobLuasalla MobanHa
nporpama 2030 n ynecHsaBaHe Ha KPbCTOCAaHOTO 0byyeHme U cnogensiHe Ha MHGOPMaLUS, MPAKTUKY,
WHCTPYMEHTU U pecypcu, KOUTo ca npuobliaBaliym M AOCTbMHWM 33 XopaTa C peaku bonectu.

5. MOHUTOpPUHr HA HanpeabKa U U3NbaHeHMeTo: PeaoBHU AOKnagu ot ceKpetapuarta Ha OOH 3a
HabaloaeHWe Ha NpuNaraHeTo U HanpeAbKa Mo CTaTyTa Ha XopaTa ¢ peaku 6onectu

e [loucKaiTe OT reHepasHWA CeKpeTap Aa npeactasu Ha leHepanHaTta acambnea [OoKnag 3a
pa3nnyHUTe NpeansBMKaTeNcTBa B 06/1acTTa Ha COLMANHOTO Pa3BUTME, Npes, KOUTO ca U3NpaBeHU
XopaTa ¢ peaKkun 6onectm u npegnpuetTuTe Mepku, ¢ NPenopbKM 3a No-HaTaTblHMU AENCTBUA, KOUTO
ObPXKaBUTE-YNIEHKM M APYrM 3aMHTEpPecoBaHW CTpaHu TpAbBa Aa npeanpuemaT 3a chpaBsHe C
NMAaeHTUOMLMPAHNTE NPeaN3BUKATENCTBa];

¢ HacbpuaBaliTe reHepasHus ceKkpeTap Aa Cbbupa MHPOPMALMA OT AbPrKABUTE-YNEHKU U BCUYKM
CbOTBETHW OpraHM3auMuM WM OpraHM Ha cuctemata Ha OOH M rpakpaHcKoTo 06WecTBo npu
NOAroToBKaTa Ha JOKNA4a;

* Moanm 06woTo cbbpaHme Ha OOH aa pasrnesa BbNpPOCa 3a XopaTa ¢ pegKu 6onecTu Kato YacT oT
TEXHUS AHEBEH pea.

https://www.empowerare.eu/bg/post/un-resolution

> Lenu u Kno4yoeu nocaaHua Ha KamnaHuama

- Lenta e ga ce nosuwu 06|.I.l,eCTBeHaTa OCBEAOMEHOCT Cped NauMneHTCKUTe npeacraBuUTein
OTHOCHO Bb3MOXHOCTUTE 3a 3aCTbNMHNYECTBO U CaMO 3aCTbNMHNY€ECTBO.

OCHOBHM TePMUHUN 3a NAUUNEHTCKUA 3aCTbNMHUK

C BpeMETO NaUMNEHTCKUTE 3aCTbMHUUU YyCBOABAT BCE NoBeYye MH(I)OpMaLI,Mﬂ 3a pa60TaTa B TAXHATa
rpyna, KakTo 1 3a HYy)XAUTe Ha MauMmeHTUTe CbC CbOTBETHaTa AMarHosa uaum rpyna AuarHosu. Tyk ca
npeacraBeH HAKOM OT OCHOBHUTE TEPMUHU, C KOUTO €4UH 3aCTbNMHUK € p,o6pe Aaa 6bp,e 3ano3HaT oule
C BK/ZIIOYBAHETO CK B rpyna 3a NauMeEHTCKO 3aCTbNMHNYECTBO.

OBnactABaHe — TOBa MOXe Aa ce 06ACHW KaTo CTeneHTa Ha aBTOHOMHOCT M CamoonpeaesieHne Ha
OTAENHWA UHAMBUA, KAKTO U Ha AadeHa oblHocT. OBnacTABaHETO Cce OTHAcA 40 NPeaoCcTaBAHETo Ha
Bb3MOXKHOCT Ha YyA3BMMMTE Trpynu n[a NpPeAcTaBAABaT CBOMTE WHTEpPecM Mo OTrOBOPEH MU
camoonpeaeneH HauyuH, AeilcTBaliKM No cBoA Bona M Bnact. EgHa aeduHMuMA Ha TepmMuHa e
»,YMULLAEH, HEMNpeKbCHaT MPOLUEC, CbCPedoToYeH B MecTHaTa OOLWHOCT, BK/O4YBAl, B3aUMHO
yBaYKeHWE, KPUTUYHO PasMULLIEHME, TPUKA U TPYNOBO y4acTUe, Ypes KOMTO XopaTa, KOMTO HAMaT
paBeH AAN OT pecypcu, NoayyasBaT No-roffAM AOCTbN WU KOHTPOA Hag Te3u pecypcu” (Zimmermann,
2000), a apyra ro o6scHABa KaTo ,,MeXaHM3MbT, Ype3 KOMTO XxopaTa, opraHunsaumMmTe 1 obwHocTMTe
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npuaobusat BnacT Hag Xusota cn’ (Rappaport, 1984). Toa e NpoOLLECHT Aa CTAHEM MO-CUAHU U MNO-
yBepeHu B cebe cn, 0COBEHO B KOHTPOIMPAHETO Ha HEeYMM KMBOT M 3aABABAHETO Ha MpaBaTa Cu.
OBnacTABaHETO KaTo AEWCTBME Ce OTHACA KaKTO A0 Mpoueca Ha CaMooBANacTABaHe, Taka M Ao
npodecnoHanHa NoAKpena Ha XopaTa, KOATO UM NO3BONABA A3 NPEOA0NEAT YyBCTBOTO c1 3a bescunune
W INNca Ha BAUSAHKWE, KaKTO W A3 pa3no3HaBaT U M3MN0A3BaT pecypcuTe cu.

YoBeLKn NpaBa —YOoBELIKUTE NpaBa ca NPUCHLLY Ha BCUYKM YOBELLKU CbLLECTBA, HE3aBUCMMO OT Paca,
noJ, HALWMOHATHOCT, ETHMYECKA NPUHAANEKHOCT, €3UK, PeNNUrnua Nan gpyr ctaTyT. Te BKAOYBAT NpPaBo
Ha KMBOT 1 cBoboaa, cBoboda oT pobCcTBO N N3TEe3aHKUA, cBO6OAA HA MHEHME U M3pa3saBaHe, NPaBo Ha
Tpya n obpasoBaHMe M MHOro Apyrn. OCHOBaHM ca Ha CNOAENEHW LLEHHOCTM KaTo AOCTOMHCTBO,
CnpaBen/IMBOCT, PAaBEHCTBO, YBaXKEHME U HE3aBUCMMOCT. Te3an npaBsa c/iedBa Aa 6baaTt rapaHTMpaHu
Ha BCEKW eauH Y0BeK, 6e3 ANCKpUMUHAUMA.

MpaxaaHCKo 0bLecTBO — OT e4Ha CTPaHa, rPaKAaHCKOTO 06LLEeCTBO ce OTHACA KbM LUMPOK CMEKTbpP OT
opraHM3aumnmn: obLWHOCTHU TPynK, HenpaBuTencTBeHn opraHusauum (HMO), paboTHMYECKM CbiO3W,
MECTHM Tpynn, O61aroTBOPUTESIHW OpPraHM3aunKM, PEUrMo3HM OpraHM3auuu, npodecuoHanHu
capy*eHma n ¢oHgaumnmn. Tasm CbBKYNHOCT OT OpraHM3aumMm YecTo e Hapu4yaHa ,,TpeTma cektop’ cnep,
NpaBUTENCTBOTO M TbProBcKaTa OOLLHOCT, KOMTO MMa 33 Uen Aa Nnosause AencTBMATA Ha M36paHu
nonnMTUUM M BusHecu, Taka ve Aa AONPUHEce 3a peLleHMeTo Ha AafeH obuiectBeH npobaem nam
nofobpsaBaHe Ka4eCTBOTO HA KMBOT Ha AafeHa yA3BMMa rpyna oT Xxopa.

HenpaButencrseHa opraHusaLma — opraHn3aLms, Cb3aaZeHa c Len nognomaraHe Ha obLecTBoTo Man
OTAENHMW FPYNM B HEro 3a NocTUraHe Ha obLM Lenn, KOUTO HAMAT CTONaHCKKN (TbProBCKKU) XapaKTep.
Llenta Ha HenpaBuTencTBeHUTe opraHm3aumm (HMO) e ga gonpuHecarT 3a pa3BUTUETO Ha onNpeaesieHu
LUeHHOCTM B 06LecTBOTO M Aa NoANOMOrHaT pellaBaHeTo Ha Ob6LWecTBEeHO 3HadyumMu npobiemu,
nopaam KoeTo Te He pasnpeaenaT nevyanba.

CoumanHu yciyrm — ToBa ca 0bLEeCTBEHW YCIYTv, OCUTYPEHM HA XOpa, KOMTO ca cneunduyHo ysassumm
WA U3NUTBAT 3aTpyLHeHWUa. TakMBa yC/Iyru 3acaraT 06,1acTv KaTo MHAMBMAYASHATA U CeMeliHaTa
rpurKa, NoZKpenaTa Ha Xopa C yBpeXAaHuWsA, rpuKaTta 3a Bb3pacTHU XOpa, KaKTo M MoAKpenaTta 3a
YA3BMMM FPYNKU KaTo MUrpaHTH, 6e3paboTHn 1 apyrn. CoumanHute yciyru morat Aa ce ocurypsasaT
ype3 nNybAMYHM, YAaCTHU WAWU TPAKAAHCKA MHUUMATMBM M MoraT Aa 6bAaT AbArOCPOYHU MM
KPaTKOCPOYHMU.

MoTpebuten Ha couManHa ycayra — JIMUETO, KOeTo Ce Bb3Mo/s3Ba OT AageHa CouuanHa ycayra.
Hanpumep, B npoekTa EmpoweRare ToBa ca nauuneHTWTe, CTpasaliy oT pesKu 3a60nABaHUSA, KaKTo U
XoparTa c yBpexaaHusa B bbarapums.

JocTtaBymK Ha coumasiHa ycnyra — opraHu3aumaTa, KoOATO NpefocTaBa AafeHa coumanHa ycayra 3a
nonssaHe. ToBa Mmoke Aa 6'bﬂ,e AbpXaBHa areHuna nnn gpyra npasuTencreeHa MHCTUTYLUMNA, KaKTO U
4aCTHa U HENPaBUTENCTBEHA OpPraHn3aLuA.

https://www.empowerare.eu/bg/post/advocacy-terms

» Memodu 3a nosuwasdHe Ha o6u4ecmeeHama oceedomeHoCcm U enusaHue 8bpxy
noaumukume

Moakpena n conupapHocT

e HacbpyaBaHe Ha COAMAAPHOCT M NoAKpena OT OBLHOCTTa KbM XopaTa C PeaKu
bonectu.


https://www.empowerare.eu/bg/post/advocacy-terms

e AKLEHT Ha NoC/MaHuATa BbPXY BaXKHOCTTA Ha couManHaTa noAkpena, AoCTbha Ao
Pecypcu 1 Hy»K4aTa OT MHK/TY3UBHOCT.

3acTbNHUYECTBO 33 OCUTypABaHe Ha couuanHa nogkpena

e [loguyepTaBaHe Ha HEOHBXOAMMOCTTA OT NOA0OPEHMA B coumasHaTa chepa n ycayru

MepguitHn KamnaHumn

e M3non3BaHe Ha TPAZMLUMOHHWM W COLMANHWM MeOMM 33 PasnpoCcTpaHeHue Ha
MHPOPMALMOHHM MaTepuan, UICTOPUN HA NauMeHTU U 0bpasoBaTesiHK BUAea.

e OpraHusMpaHe Ha MHOGOPMALIMOHHU KaMMaHMM, CbAbPKALM UHTEPBIOTA C EKCNEPTH
M NaLMeHTH, 33 4a Ce noayepTae BaXKHOCTTa Ha BbNpoca.

https://www.empowerare.eu/bg/advocacy

JNo6bupaHe 1 B3aumopgeiicteme C NOAUTUYECKU ULA

OpraHmampaHe Ha cpewmn n oUCKyCnuun C nONNTUYECKU nLia 34a 06C'b)K,Cl,aHe Ha Bb3MOXHUTE
I'IOp,06peHVIFi B 3@aKOHO4aTe/ICTBOTO U NOJINTUKUTE

PeannsnpaHa e KOMyHMKauuA C ABama eBpogenyTtaTa, eauH 3amM.MUHUCTBP, npeacegaten Ha
06WUHCKMAT cbBeT KbM CO 1 ¢ inpekTop AMpeKums coumanHun ycayrn Ha CO.

MapTHBLOPCTBA C OpraHu3auum u GoHAALMUN

- CbTpyAHUYECTBO C APYrU HEMpPaBWUTE/NCTBEHM OpraHusaunn, GoHZaUMKM U 3aMHTepecoBaHu
CTpaHu

Mpe3 uANOTO BpPeEME Ha peanusmMpaHeTo Ha MPOEeKTa, CMe CbTPYAHWMHUAN aKTUBHO C Pas3/IMYHU
OpraHu3aumMmn Ha NauneHTn ¢ peakm 6o1ectm, KoetTo KyIMMHMUPa B Cb3aaBaHeTo Ha CapykeHue ,PegKku
bonectn bBbarapus” — opraHusauma Yagbp M NpeacTtaBUTeN Ha xopata C peaku 6onectn B
HaunoHanHMAT cbBeT Ha anmnaHcute Kbm EURORDIS.

- MeToau 3a noBuLwaBaHe Ha 06LI.I,eCTBEHaTa 0CBEAOMEHOCT U B/IMAHNE BBPXY NOJIUTUKUTE.

CTapTupana e akTMBHA KamnaHWsa CbBMECTHO C MONy/AApHa CTPaHMLA 3a rpagcka ¢otorpadua 3a
pa3KasBaHe UCTOPMM Ha NaUMEHTU U NPeaU3BUKATENCTBA Npes, KOUTO ce n3npasaAT. MctopumTe morat
[a ce BUAAT TYK:

https://www.facebook.com/PeopleOfSofig/posts/pfbid02Ageyg2fRsjzVEMSH1uU874nxTa5Livv4015y
yT7NcSRQtaz5S5rEXiiBE7vSXc8al

https://www.facebook.com/PeopleOfSofig/posts/pfbid031MBzpk9ZkPZfn8spwNXKC2QMBwWVFVGGu
4pBGEVe2sHEUkpZQwFc1R7zoXXG4g8QKI

https://www.facebook.com/PeopleOfSofig/posts/pfbid02yVwpuizt66H781QVIoQSallKkkot56BBRwd
oKgNaAsN1ghFZqiB5aanavcB7jNKcl



https://www.empowerare.eu/bg/advocacy
https://www.facebook.com/PeopleOfSofiq/posts/pfbid02Ageyg2fRsjzVEMSH1uU874nxTa5Livv4o15yyT7NcSRQtaz5S5rEXiiBE7vSXc8al
https://www.facebook.com/PeopleOfSofiq/posts/pfbid02Ageyg2fRsjzVEMSH1uU874nxTa5Livv4o15yyT7NcSRQtaz5S5rEXiiBE7vSXc8al
https://www.facebook.com/PeopleOfSofiq/posts/pfbid031MBzpk9ZkPZfn8spwNXKC2QMBwVFVGGu4pBGEVe2sHEUkpZQwFc1R7zoXXG4g8QKl
https://www.facebook.com/PeopleOfSofiq/posts/pfbid031MBzpk9ZkPZfn8spwNXKC2QMBwVFVGGu4pBGEVe2sHEUkpZQwFc1R7zoXXG4g8QKl
https://www.facebook.com/PeopleOfSofiq/posts/pfbid02yVwpuizt66H781QVJoQSa1JKkkot56BBRwdoKgNaAsN1qhFZqiB5aanavcB7jNKcl
https://www.facebook.com/PeopleOfSofiq/posts/pfbid02yVwpuizt66H781QVJoQSa1JKkkot56BBRwdoKgNaAsN1qhFZqiB5aanavcB7jNKcl

5. Mpenopbku 1 nssoam:

» KoHkpemHu cmvnku 3a nodobpsaeaHe Ha Noaox3eHuemo Ha xopama ¢ pedku 6onecmu

Bb3 ocHOBa Ha fieliHOCTUTE MO NPOEKTa (BKAOYUTENTHO aHa/IM3a Ha MPUJIOXKEHUTE aHKETHU KapTu npwm
KpaHuUTe 6eHedpULMEHTN) U B MapTHbOPCTBO C YneHoBeTe Ha KOHCYNTaTUBHUAT CbBET, KaKTO U
3aCTbMHULM OT HALMOHAJIHaTa MperKa HanpaBUXMe CAeaHUTe aHaIMTUYHN U3BOAM:

U3Bopg 1:

1) Aunca Ha UHMe2pUPAHU U KOOPOUHUPAHU MOAUMUKU AOpecupauiu KoMraeKkcHUMe Hywou Ha
Xxopama c pedku bosecmu

J/lnncata Ha CbBMECTHO aZpecupaHe Ha KOMMIEKCHUTE TPUKK HeobXoaMMM Ha XopaTa 3acerHaTu ot
peakm 6onectn e BaxkeH Npobsem 33 06LWECTBOTO, TbM KAaTO Cb34aBa, KAKTO NO-ronsma coumo-
MKOHOMMYECKA TENKECT, TaKa 1 peanua obLecTBeHN NOCAeACTBMUA KaTo HAMaIEHO KauyeCcTBO Ha KUBOT
6e3pabotnua M BAOWAaBaHe Ha MCUXMYHOTO 34pasBe Ha 6am3o 400,000 gywu KuBeewm € PALKO
3abonnasaHe B Pb.

2) HepasHomMepeH 0ocmbil 00 IeKapcmea cupayu 8 pamkume Ha Pb

ToBa cb3faBa NpPeAnoOCTaBKM 3a AUCKPUMMHALMA MO OTHOWEHME Ha MNPaBOTO Ha JiedyeHue, Ha
rpaxgaHute Ha EC KuBeelM B pamKUTe Ha PasIMYHUTE ObPXKaBM-YNEHKM U AonpuHacA 3a T.H.
,»304PaBHO eMUTPaHTCTBO",

UsBop 2:
1) aunca Ha akmyanusupaH HayuoHaneH naaxd/cmpamezus 3a pedkume 6onecmu 8 bvazapus.

JNlvncata Ha HaunoHaneH naaH, 3HaYUTEIHO 3aTPYAHABA peasv3npaHeTo Ha paboTewy NOAUTUKK B
obnactra. Hanmumeto Ha Hapepba 3a pegkute 6071€CTM M HauMHA HA perucTpupaHe Ha EKcnepTHM
LEHTPOBE, B HAKAKBA CTEMEH KOMMEHCUPA /IMNCATa Ha aKTyaAn3MpPaH MNJaH, HO B HUKAKbB C/lyyail He
ro 3amecTBa. KakTo e BUAMMO OT AAHHWUTE M3HACAHM OT OoPUUMANHUTE MHCTUTYUMM, CNKCbKa Ha
peaKkuTe 6onectn He ce 0b6HOBABA pPerynapHO, KOETO OT CBOA CTpaHa 3aTpyAHABAH M BOAEHETO Ha
HaLMOHaNEH PErucTbp Ha pegkuTe 6onectu. Jluncata Ha npegsuaeH ¢oHA 33 PpUMHAHCUpaHe U
HacbpyaBaHe Ha M3cNeaBaHUA U CTUMYMPAHE Ha NeyebHUTe 3aBegeHMA 0BCayKBaLWM NaLMEHTHUTE,
CbLUO e KOCBEH Npobiem NPomn3TUYaLL, OT He aKTyaM3MpaHuA NaaH 3a peaku 6onectu.

2) nunca Ha cneyuanu3upaHu CoUUanHu ycayau 3a xopama c pedku 6oaecmu 8 bvazapus

Bbnpeku, ye ToBa He e BCGO6LLI,a NOMNTUKA, BCE NAaK HAKOU Obp*KaBU Pa3BMUBAT B 3HAYUTE/IHA CTENEH
cneumanmsnpaHn yciyrm HacoMeHU KbM KOMMNEKCHUTE HYXXAW Ha 3acerHatute. Pegkute 6onecw|,
KOWUTO Ca HENNEYNMU B MHOTO rosiaMa 4acT OT C/iydanuTe CU UBNCKBAT KOMM1EKCEH U MHTErpuUpaH noaxoa,
KOWTO B HUKAKDBB CnyanI HEé MOXXe fAa ce cBege eanMHCTBEHO A0 34paBHO O6CJ'IY)KBaHe.

UsBopg 3:

UHpopmupaHocmma cped bbazapckume nayueHmu, cmpaoauiu om psaoKo 3a607468aHe, U mexHume
67U3KU, 30 3060196aHEMO UM, HAAUYHUME 30pAsHU ycayau u mAXHama 00CMbIHOCM, e MHO20
HUCKQ.

Jopu npu HeMmoBepHU yCMAUA 3a yBennvaBaHe Ha 6pOF| M Ka4yeCTBOTO Ha 34paBHUTE U COUMNaNHUTE
FPUXKN 33 NaUUEHTUTE, OT KNKOYOBO 3HAaYe€HNE Ca U KaMNaHUNUTE 3a U3rpa>KaaHe Ha VIH(I)OpMMpaHOCT
cpea cneunannctu, O6LLI,OI'IpaKTVIKyBaLLI,VI NeKapu 1 NauneHTCKN mpexxun. bes ycnama B Tasm Nocoka,



rpuKaTa 3a LesiesaTta rpyrna b1 octaHana HeonTMMasiHa 3a AbJIF0 Bpeme, opu Npu AoctaTbyeH 6poit
TeCHU cneunannctu, neyebHU 3aBegeHunAa n counanHn ueHTpose.

Us3sopa 4:

1) nayuenmume u mexHume 6au3Ku O0KAA08aM 3a HAli-MHO20 CmMpPAddHUe Mo OMHOWeHUe Ha
COUUAIHUA CU #UBOM U CB0EMO MCUXU4YHO 30pase

2) ydosnemeopeHocmma um om HAAUYHUME COYUAIHU YCyau e HUCKA

[dokaTo ce paboT NO OTKPMBAHE Ha J/IeYeHUs 33 pPeaKn 3abonABaHWUA, NpPeaoCTaBAHETO Ha
MeANKAMEHTU U MEANLNHCKMN TPUKK B Bbarapma Ha AOCTbINHA LeHa M A0CTaTbYyHO KOHCYATMPAHE Ha
60/HUTE, € OT roAsAMO 3HayYeHWe Ja ce OCUTYPU U AOCTbMHA BMCOKOKAYeCTBEHA MCUXO-COLMAsHA
noakpena. OT TakaBa MMaT Hy»K4a He CamMo NaUMEHTUTE, HO U TPUNKELLUTE Ce 3a TAX, Hali-MaJIKkoTo, 3a
[a ycneaT Aa OTAeNAT HYXKHUTE Pecypcu B rpusKa 3a naumeHTuTe.

06061LeHNeTO Ha AaHHWUTE OT aHKeTMTe BOAM KbM M3BOAA, Ye 34pasBHaTta M ocobeHo coumanHata
rpvKa 3a NnauMeHTMTE He e ONTUMasiHa, Nopaam TPYAHOCTTa Aa Ce MOCTUrHE MHTErpupaHa rpuska ot
pas3nyHUTE CNeLmanmucTun, 3ameceHu B edeHneTo. Te He paboTAT B €KW, YeCcTo He ce HamupaT B e4HO0
M CblLo NeyebHO 3aBedeHMe U PAAKO [edaT Ha leyeHNeTo KaTo Ha MHOroMNAacToB NpPoLec, B KOMTO
yyacTBaT pasMYyHU BUONOTMYHM, COLUMANHU U NCUXMYHM Npouecy. Bb3MOXKHOCTTa 3a MHTErpupaHa
paboTa, Hail-yecTo cbbpaHa B eKCnepTHU LEeHTpoBe, Kpue obellaBalyy pesyntaTi 3a oNTMManHoTo
NleyeHune Ha NayueHTuTe ¢ pegkm bonectu.

> [penopvku 3a nodobpasaHe Ha coyuaaHama nooKpena Ha xopama c pedku 6onecmu

MHTerMpaﬁKM npeaxogHunte wu3BoauM OT NPOBEOEHOTO MU3CNneABaHE U WM3KA3aHATA TEOPETUYHHa
0b60OCHOBKaA Ha pa60TaTa, MOXeM a NPUCTBNMUM KbM N3roTBAHE Ha NPENOPDBKU 3a NpeaoCTaBAHE Ha
UHTETpUpaHn 34paBHO-COLLMAIHU YCAYTUN Ha NAaUNEHTUTE C PEOKUN 3abonABaHuMA B CTpaHaTa — C eaAunH
KOHKpPETEH MNJ1aH 3a AGVICTBMGI

1) Heobxo0umo e cbcmassaHe U eheKmueHO ced8aHe HA MbMHA Kapma 3d UHMe2pUpPaHe Ha 2puHa
3a nayueHmume c pedku 6onecmu 8 bvazapus

Mo3HaBaMKKM aKTyasHUTE MOAUTUKM U CTPYKTYpU B CTpaHaTa, peannuctuyHo 6u cneasano aa ce
NpPeanoXKn U3rpaxgaHeTo Ha MHOMo A06pa KOMYHMKaUUA MeXay Beye CbluecTByBawmTe EKcnepTHU
LEeHTPOBE 3a pesKkn 601eCTU M CTPYKTYPU NPeAOoCTaBALLM CrieumannsnpaHi coumanHm yeayrn 3a xopa
C peaku 6onectn. B Hapegba Ne16 v 3akoHa 3a coumanHute ycayrm nogobHa KomMyHMKauua e
npeasuaeHa, KOeTo yneCHABA Cb3[aBaHETO Ha MHTerpuMpaHa rpuka, nNpefoctaBAMKM 3aKOHOBO
OCHoBaHWe. HapegbaTta MHMLMMPa perynaTopHa, NoMTUYecKa pamka, N1040TBOPHA 33 reHepUpPaHEeTo
Ha WHTErpMpaHa cuctema OT 34paBHU U couumanHu. MNopagu Beye HanMdHaTa MHPPACTPYKTypa U
eKCMepTHMA ONUT Ha MeANUMHCKUA NepcoHan, paboTewy, B EkcnepTHUTE UeHTpoBe, 61 6uno 3aryba Ha
ONUT M pecypcu, Aa Ce U3rpaxkaaT HOBWU LEHTPOBe, npeasaraliyM WHTErpuMpaHu ycayru, KoOuTo
CbyeTaBaT 34,paBHUTE U COLMANHM YCAYTW 3@ XOpa C pegKu bonectu.

Mpuabpkaikn ce kbM C3Y (3akoH 3a CoumanHute ycayru), 6u 6MNo peanncTMYHO Aa ce Cb3danar
OTAENHW CTPYKTYpW, OCUrypsABaLLM cOLManHaTa nogkpena B ABaTa 06/acTHM rpaga, B KOWUTO ca
CbCPEeOTOYEHN PETUCTPUPAHNTE KbM MOMEHTa EKcnepTHM LeHTpoBe no peaku 6onectn — Codusa n
BapHa. KaTo enemeHT Ha MeXAyCeKTOPHO NapTHLOPCTBO € Bb3MOXKHO 060co6aBaHETO Ha NO3ULLMM 33
coumanHm paboTHULM, KOUTO Aa NPeaoCTaBAT KOHCYATAUMM Ha MACTO B EKcnepTHUTE LEHTpOBE U
CbLLEBPEMEHHO @ KOOPAUHMPAT U HACOYBAT NaLMEHTUTE KbM NOAXOAALLATA COLMANHA NOoAKPeNa U



pexabunutaumsa. Toea 6U CNOMOrHano 3a HaBPEMEHHO HacoyBaHe Ha HOBO AMArHOCTULIMPAHMU
naumeHT n 6u 061eKINN0 B roNama CTeneH KoopanHaLmMaTa Mexay pa3nyHMTe 3seHa obxsallalim
rpu»KaTa 3a MaumeHTa ¢ psaaKko 3abonsaBaHe, KOETO CbBMECTSiIBaHe € U OCHOBEH npobsiem 3a camute
naLumneHTH, cnopes oTroBOPUTE Ha PECNOHAEHTUTE B NPOYy4YBaHETO NPOBEAEHO B Tasn pa3paboTka.

Ta3n Bb3MOMKHOCT 32 MOBU/IHA PaboTa KaTo CBBbP3BALLO 3BEHO MEXKAY CbLLECTBYBALLMTE CTPYKTYPU OT
EKcnepTHM LeHTpOoBe 3a peaKku 601ecTu, PbKOBOAEHO OT coumaneH paboTHUK, MoxKe Aa GYHKLUOHMPaA
MOBMIHO B NevebHU 3aBeaeHuUA, T KaTo cnopea an.l17, T. 5 ot 3CY (5), CoumanHute ycayrm no un.
15, T.1—5 moraT aa ce npeaoctaBAT MObUAHO 1 B 1e4ebHM 3aBeaeHus. MogobHa ycanyra 6u obnexkynna
CepMO3HO /iMncaTa Ha HaBpemMeHHa MHGOPMaLMA U CbBMECTABAHETO HA MHOMECTBO aHTaXKMMEHTH,
CBbP3aHM C TepanusaTa Ha 3ab60/1BaHETO Npes, NaunueHTuTe.

B Tasn Hacoka u npuabpKaikm ce KbM 3CY, MOXKeM Aa npenopbyame ycayrmute M ectecTBOTO Ha
LleHTpoBe 3a noaKpena Ha xopa ¢ peaku bonectn aa 6b4aT KaKTo cneaBa:

CbrnacHo 3CY, LleHTbp 3a NnogKpena Ha xopa ¢ peakun 6onectm, moxke aa GyHKUMOHMPaA KaTo:
- CneumnanusmnpaHa coumanHa ycayra, Un.12 (3);

- Cnopes dyHKuMKTE cu e 6bae, YUn.13 (3),(4):

- NoaKpenaLy

- Bp3cTaHoBUTENEH

Cnopepg ocHoBHUTE cu geHocTu (4n.15), we npegocrassa:

1. "HbOpMUpPaHEe U KOHCYTUPAHE;

2. 3aCTbMHWYECTBO U NOCPELHUYECTBO;

4. Tepanua u pexabunvTaums;

5. obyuyeHue 3a NnpuaobrsaHe Ha yMeHUs;

Pasbupa ce, nogobHa ycnyra cnegsa ga ce cbobpasu ¢ usbpoeHute B MeToguKaTa 3a npegocTaBsaHe
Ha CcouMasHW YCAYIM YCNOBMS, KAaKTO M TEKYLOTO KbM MOMEHTa Ha HeWHOTO Cb3AaBaHe
3aKOHOZATeNCTBO.

6. 3aKnoyeHue:

> 0606weHuUe HaO OCHOBHUME MOYKU

B3emalikv npeasug, pesyntaTuTe oT NPOBEAEHOTO OHMAMH NpoyyBaHe Npu 60 pecnoHAeHTa NauueHTu
WY FPUKELLLM Ce 3a Xopa C peaKku 6onectu, cneasa Aa U3BEAEM HAKOU BayKHM 3aKNHOYEHMA, CBbP3aHM
C Bb3MO)KHOCTUTE 33 MHTErpMpPaHe Ha 34paBHATa W COLMANHA TPWIKa 3a Te3n nauneHTu. Mpaaunpaiiku
Ba)KHOCTTA Ha pe3ynTaTuTe, cnefBa Aa 3aKA4YMM, Ye M3CNedBaHuTe MLA HAMA MAM MMaT MHOFO
ManKko MHbOpMaLMA, Kacaelwa TaAxHaTa Tepanua. dparmeHTMpaHeTo Ha MHbOpMmauLMA, Kacaella
peaKkuTe 6onectu, e NpeanocTaBka 3a NO-10WOTO 06rpuKBaHe Ha Te3N NAUMEHTM U CNeA0BaTENHO No-
HWCKO KayecTBO Ha XXMBOT, NO-Mas/IKo NpUAbPIKAHE KbM TepanuaTa U NO-BUCOKWM Pasxoam 3a 34paBHU
ycnyrv. ToBa Haco4yBa KbM CMellHaTa Hy»K4a OT HauMoHa Ha MHGOPMaLMOHHA KaMNaHUsA, HacoYeHa
KbM BCUYKM Y4aCTHULM B NPOLIECA - MEANLMHCKM U COLLMAMTHU EKCEePTH, NaUMeHTU, UHAYCTPUA N KbM
06LEeCcTBOTO KaTo LANo.



PecnoHaeHTUTe B NpoBeAEHOTO MpOoy4YBaHe ACHO AOKNaABaT 3a /IMNcata Ha couuanHa nogxpena u
HEAOCTbMHOCT Ha COUMAIHWN YCIYrM, KOETO ce NOTBbPMKAAaBa OT HepaBHOMepHaTa UHGPACTPYKTYpa,
Kacaella 3apaBHUTE yCayrM 3a pegku 607ect M Auncata Ha CrneuuanusmpaHn CouManHu ycayri.
Bb3MOXHO pelleHmre Ha Te3n Npean3BMUKaTe/ICTBa e afanTUPaHeTo Ha CbLLECTBYBALLMUTE CTPYKTYPU U
CBbP3BaHETO Ha YCAYrun, paboTellum CbrIacHO PasINYHN 3aKOHOAATENCTBA (KaTo CoLManHM U 34PpaBHM
ycnyrm). CbliecTByBallaTa 3aKOHOBa PamKa Mo3sonsa nodobeH cueHapuii 3a npeogonssaHe Ha
AMncuTe B 34paBHaTta M coumanHa cdepa, Kacaelum rpuxKaTa 3a naumeHTMTe C peakun bonectu, a
HEroBoTO Pa3BUTME 3aBMCKU KaKTO OT MOAUTMYECKATa BOJ/IA, Taka M OT MPEeHACcoYBaHETO Ha Ny6AUYHM
cpeacTea.

PaspeluaBaHeTo Ha NpobaemuTe npes UHTErPUPaAHETO Ha FPUXKMUTE 33 XOopaTa C peaku bonectu, bum
MOI/IO 4@ CMOMOTHe 3HaYMTe/IHO 33 NPeoso/IABaHe Ha 34PaBHUTE U COUMANHU NOCAELHUS Ha Te3u
HeeuYnmu, XeTeEPOreHHW U TEXKKO MHBAIMAM3NPALLM 3abonsiBaHUA. Mofo6psaBaHETO Ha KAYeCTBOTO Ha
YKMBOT, MHTEIPMPAHETO HA 3aCErHaTUTE BbB BCUMYKM acMeKTU OT TPYLOBMSA, COLMANEH U 06LLecTBEH
YKUBOT C/1ef1Ba [1a € OCHOBEH NPUOPUTET Npes BCUYKU 3aMHTEPECOBAHM B MPOLLECA /IMLA U UHCTUTYLLUW.

HauuoHanHa mpexka 3a B3aMMONOMOLL, Ha Xopa ¢ peaku 6onectu

MoaabpiKaHeTO Ha Mperka 3a B3aMMOMOMOLL, cped, NauueHTUTe C peaKku AMarHosu e oT KAK4oBO
3HayeHue 3a TAXHOTO Bnarononyume. Museenkn ¢ pagko 3abonasaHe, 3a KOETO TPYAHO ce HaMupa
MHbOpPMaLMA, KaKTo U pas3bupall cbbecegHWK, C KOroTo Oa ce CrnoAenaT npexuBABaHWATa Ha
nauMeHTUTe U TeXHUTE CeMeiCTBa, MauMeHTUTe ce NpeBpbWaT B Hal-gocTtoBepHUTe U 6Horatu
M3TOYHMLM Ha LeHHa nHdopmaums.

YyacTveTo B HaUMOHA/IHA MPEXKA 33 B3aMMOMOMOLL, 4,aBa Bb3MOMKHOCT Ha MauMeHTMTe Aa nojayyaT
OTrOBOPM Ha CBOW BBMPOCK, fia Ce CBbPIKAT C APYrv xopa ¢ nogobHu cbabu, aa ce nHGOpMMpPaT 3a
aKTya/IHW TEHAEHUMM M CbbUTUSA, KaKTo M Aa ce 0beanHABaAT BbB popMasHM U HeGOPMATHU Tpynu,
paboTeLm 3a NOCTUraHeTo Ha AajeHa uen B 061acTTa Ha peakute bonectu.

> [lpu3ue 3a aHzaxcupaHocm u delicmeue om cmpaHa HA 3auHMepecosaHume cmpaHu

Bbarapcka XbHTUMHITHH Acoumnauma nogavpka HayuoHanHama mpexa 3a 83aumornomouwy Ha xopa ¢
pedKu 6osecmu. BKknoyBaHETO B Hes CTaBa JIECHO: BCEKM Kefaell MoXe Aa noAafe 3asaBKa 3a
BK/toyBaHe BbB Facebook rpyna Ha cnegHma ankK: https://shorturl.at/wDNS6

To3n poknag nogyeprTaBa BaXKHOCTTA Ha CbBMECTHUTE YCUIMA WU aHTAXMPAHOCTTA HA BCUYKMU
3aNHTEPECOBAHU CTPAHU B agpPeECUNPAHETO Ha NPeaN3BUKATENCTBATA, CBbP3aHUN C peaKkuTe 6onectu.
‘-Ipe3 06e,£l,VIHﬂBaHe Ha YCUNINATA MOXe Oa Ce NOCTUrHe 3Ha4YnTeneH Hanpeabk B I'IOLI,O6pﬂBaHETO Ha
XNBOTA HA 3aCerHatnte HAnNBMNANU N TEXHUTE CEMENCTBA.


https://shorturl.at/wDNS6
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