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Ob6ptbLueHne

Bbnrapcka XbHTUHITHLH Acounauums

\I BULGARIAN
ASSOCIATION

Bbnrapcka XbHTUHITHH Acounaumsa ctapTmpa CBosiTa AENHOCT KaTto CTpeMex Aa ce
cb3gage obWHOCT Ha noakpena, pa3dbupaHe u rpuka 3a CeMencTBa, 3acerHatm ot
bonectta Ha XbHTUMHITBH npe3 2014 r. Manko cneg ToBa, pasWMpUXME HawuTe
ycrnyru n nogkpena KbM xopa u ¢ apyru pegku sabongsaHus, Kkorato pasbpaxme, ve
MMa CepuosHa nmnca Ha rpwku u nogkpena, 4OCTbIMHM 3a Xopa C peaKku CbCTOAHUSA

KaTo usano.

Cnepn 7 roavHn N MHOro npeanpmneTn n ycnewHo peanninpaHn nHmumatmneu, HMeE ce

npeBbpHaxMe B opraHn3auus, B KOATO HaNCTUHa ce ropaeem 4e 4vrieHyBame .

Mpoekta ,OBnactsiBaHe Ha xopa C pegkn 6Gonectn“ Gewe uHULUUKMPaH cnea
AvnrorogviHa paboTta HacoyeHa KbM OCUrypsiBaHe Ha coumanHa Moakpena Ha
3acerHaTM CEMENCTBA M HsKaK eCTECTBEHO MPOABLIDKEHNE HA AEWHOCTTa HM npe3
rognHuTe. Ton cv noctaBst aMOMUMO3HM LLenn C KOUTO Lenun Aa cb3gane BuanmocT u
,4YBCTBUTENHOCT* KbM TEeMaTa cpef OOLeCTBOTO B CTpaHaTa, KaTo CblLLEBPEMEHHO
OBNacTM nNpeAacTaBUTENUTE Ha Ta3u yA3BMMA rpyna ga no3HaeBaT M 3awutasaT

npaeara cu.

HacTtosilumMa HapbyHWK e npegHasHayeH 3a BCUYKW, KOMTO ce MHTepecyBaT OT
OBNacTSBAaHETO KaTO Bb3MOXHOCT W aKT Ha OTCTOsIBAHE Ha 4YOBELLKUTE Mpaea.
HagsBame ce ga gocTurHe A0 rnoBeye xopa, KOMTO Ouxa umanu cmernoctra U
)KenaHMeTo Oa NOTbPCAT Te3N Bb3MOXHOCTM M NPUBETBLT HAy4YeHOTO B HEro B

Jencreme.



Hap'b‘-IHl/IK'bT 3a OBJ1aCTsdABaHe Ha XopaTa C peaKku bonectn B Ebﬂrapl/lﬂ € HaCO4Y€H KbM
npakTuknTe n npoueaypuTte, Hacbp4aBalln acCcepTUBHOCTTA, YMEHUATa 3a CrnpaBdaHe
M counarnHarta rpaMoTHOCT, KOUTO Aa Cb3dadaT yBepeHOCT U CaMOCb3HaHME 3a cuna
N NMpUHaAnexXHoCT KbM rpyna oT CNocobHM MHOMBMAWN, KakBaTO € Ta3n Ha XopaTta,

OopeLm ce ¢ psagko 3abonsiBaHe B CTpaHara.

B cnepBalumTte cTpaHuuUmM € 06CbaeHO UCTOPUYECKOTO passuTme 1 aeduHuumusaTa Ha
TEPMMHA OBracTsiBaHe, CBbP3aHWTE C HEero TEPMUHW, KOMTO MMaT Hyxaa oT
passicHsiBaHe B ObnrapckaTa coLuMo-KynTypHa cpeaa U 3HaYeHUETO UM 3a yS3BUMUTE
rpynu B cTpaHaTa, ¢ (QOKYyC BbpXy rpyrnata Ha xopaTa C peaku 3abonsiBaHus,
rpyxeLnTe ce 3a TaxX GnmMskn 1 pasnuyHuTe npodecnoHanmucTu, pabotelum ¢ TaX B

exXegHeBuneTo Cu.

Pednektupankn BbpXy npoueca Ha OBnacTdBaHe KaTo HenpekbCHaTa cuctema,
KOATO crnegBa pJa Ce  3adBwxBa OT  yd3BMMaTa rpyna, yyacrtBawute B
HenpaBuUTENCTBEHW OpraHmn3aummn, KakTo U OT UHCTUTYLMNTE B eiHa AbpKaBa, B TO3U
HapbyHUK We 6bae npeacraBeH onuta Ha bbnrapcka XbHTUHITBHH Acoumaums no
NbTA Ha ocbluecTBABaHeTO Ha npoekta EmpoweRARE - OBnacrtsiBaHe Ha xopa C
penkn 6onectn. OCHOBHUTE Lienn Ha NPOeKTa, NOAXOABT KbM TSX U METOAONOrMYHaTa
OpMEeHTaUMs Ha NapTHLOPUTE B HETo Le 6bae o6cbaeHa. ToBa Le NocTaBy OCHOBUTE
3a no-nogpobeH 0b630p Ha NPOEKTHUTE AerMHOCTU N cunocoduarta, nHhpopmmnpaHa
NPsiKO OT MpakTukata M obpaTHaTa Bpb3ka Ha LeneBata rpyna Ha npoekta —
naumMeHTUTe C peakm OOoNecTn M rpuxkewumTe ce 3a TAX Nuua — KOSTO PbKOBOAM
TAXHOTO pa3suTve. OB30pbT Ha TE3N NPOEKTHU OEWHOCTU Lie fJade CBedeHus 3a
HY)XOUTE U NMONnesHuUTe OeCTBUS 3a OBNacTaABaHETO Ha Tasw rpyna Ha TeputopusiTa
Ha Bbbnrapusa n moxe ga 6bae M3nonseaH 3a pa3paboTBaHETO Ha 6bAELLM NPOEKTH,
00y4eHna N TPEHMHIN, MaTepuanu 3a 3acTbMHMYECTBO 3a npaBaTa Ha xopaTa C
yBpexgaHud, NpusMBM 3a 3aKoHOAATENHU U coLlmnanHn NPOMeHU, Cb3aBaHe Ha HOBU
WU BHegpsiBaHe Ha BeYve Cb3JafeHU B YyXXOW CTpPaHW MPakTUKW MO nocpellaHe Ha

Hy>XOUTe Ha naumeHTuTe ¢ psako 3abonsiBaHe.

BHumaHve we Obae oToeneHo U Ha Aobpus nNpuMmep, AadeH OT edHa OT Hal-
pas3BuTUTE B oGracTTa Ha rpukarta 3a nauueHTu ¢ peaku 6onecTtn ctpaHa yYneHka Ha

EC - Hopeerna. OtyeT OT cbBMecTHata paboTa C HOPBEXKAS MNapTHLOP B



3a KaKBO € TO3M HAapPBbYHUK?

EmpoweRare — PecypceH ueHTbp FRAMBU — 1 npeactaBsHe Ha [o6puTe NpakTuku,
pa3BuBaHW B CTpaHaTa, Le NOCYXKM KaTo NpuMep 3a Bb3MOXHOCTUTE, KOUTO CTOAT

npen 6'I:>J'IrapCKVITe MHCTUTYUWNWN, HEMNMPaBUTENCTBEHN OpraHn3aunn n ya3snmMmun rpynu.

B Kpad Ha Hapb4HWKa Ca npeaoctaBeHUN BPb3KU KbM peauua I'IOD,pO6HI/I norie3Hn
MaTtepumarnin OT NPOeKTHUTe AenHOCTM Ha EmpoweRare, KakKToO U Ha Apyrn cxoaHu
MHUUMaTmBMm no cBeTa, KOUTO MOorat pga ce Wu3nosn3eat 3a pervimkmpaHe Ha
NOJIOKUTESTHUTE pe3ynTaTn, NOCTUTHAT OT NPOEKTa U 3a MNPaKTU4ECKOTO npunaraHe
Ha Heroeute wu no,1:|,06peH|/| OEenHOCTM MO oBfacTsaBaHe Ha Xopata C peakum

3abonsaBaHus n XopaTa C yBpexagaHud KaTto udano.



MpOoABMKUTENHUAT N MHTEPAKTMBEH NMPOLEC NO OBlACTSABAHETO HA KOATO U Aa 6uno
ya3BMMa rpyna Hama kKak ga 6bae ob6ekTMBHO OTpaseH B KpaTbK TEKCTOB hopmar.
Bbnpekn TOBa, geMHOCTUTE NO OBracTsABaHe Ha xopata C peaks 6onectn B
Bbnrapus, TexHuTe pesyntaTtu M HacokuTe 3a ObAewo pasBuTMe, KouMTo bdaxa
paskpuTu B xoda Ha npoekta EmpoweRare 6uxa nonyyunu owie rno-ronsm OT3BYK,
KaKTO cped ueneBuTe Fpynu Ha MpoekTa, Taka M cped HenpeknTe yyacTHULM B
OBIacTABaHETO, KaKBUTO Ca Ha MpakTMKa BCUYKM rpaxdaHW, ako Te3u OeWHOCTH,
pesynTtaTu U Hacokn 6baaTt cbbpaHn B ycTonumMB hopmMat. HacToAWmMAT HAapBbYHKK €
cb3faZeH MMEHHO C Ta3u uen — Aa npeacTtaBv edvH, Makap 1 pestomMupad, norneg
BbpXY M3BBLPLIEHOTO Mpe3 nocnegHuTe ABe TOAWHW B paMKUTE Ha npoekTa

EmpoweRare 3a oBnacTtsiBaHe Ha xopa C peaku 6onectu.
3a Ta3u uen ca:

v TlocTaBeHU pamMKuTe Ha TepMUHA ,,0BNacTsiBaHe" 1 CBbpP3aHUTE C HEro Apyru
TEPMUHU

v' [JageH e KOHTeKCTa Ha npoueca No OBfacTsiBaHe Ha xopaTta ¢ peaku bonectu
B Bbrrapma kbM MOMeEHTa Ha 3ano4yBaHe Ha npoekTa

v' CbbpaHu ca rmegHuTe TO4KM Ha eknna Ha EmpoweRare 0THOCHO Hal-BaXkHUTe
NpeXunBABaHUA, NOCTUXKEHUA U HYXOW NPU OBIacTSBAaHETO Ha Xopa C peaKku
6onectn B bvnrapusa B nepunoga 2019-2021r.

v' TpeanoxeHa e guckycusi Ha obpaTHaTa Bpb3ka OT rfaBHaTa Lenesa rpyna Ha
NpoeKkTa — 3acerHatuTte OT peaKku 3abonsiBaHUA — OTHOCHO HY>XHUTE OeNCTBUSA
3a OBnacTsaBaHeTO UM U nonsaTta OT NPOEKTHUTE OEeNHOCTU

v' [apeHa e 6asa 3a cpaBHeHME C MapTHbOpPCKaTa OpraHuM3aums no npoekra —
pecypceH ueHTbp FRAMBU - u4pe3 koaTo ga 6boat uaeHtuduuympaxm
Knto4oBM JO6PM NPaKTUKW, HACOYEHN KbM OBJlaCTSIBAHETO Ha Xopa C peaku
bonectn, Taka 4e ga O6bae Bb3MOXHaA paboTa MO BbLBEXAAHETO MM B
Obnrapcka cpega

v CbbpaHu ca nomnesHuTe martepvanym u Bpb3ku, pa3paboTeHn no Bpeme Ha

npoekTa

Bceku oT ekuna 3a ynpaBrieHve n U3nbiHeHne Ha EmpoweRare e gan cBosi npuMHOC

3a CbCTaBAHETO HA HAPBYHUK, KOWTO Aa 3ano3Hae MHTEpeCyBalLLNUTE Ce C ycrnexnte 1



Kak Gelue cb3gageH TO3U HAPBbYHUK?

Hy)XOUTe B OBNacTsABaAHETO Ha ysaA3BMMAaTa rpyna OT Xxopa C peaks bonectn B
Bbnrapus, kakto 1 ga npefocTaBu B AOCTbNEH BapuUaHT XXU3HEHOBaXHa MHGopMaLus
3a u3rpaxgaHeTo Ha couuwanHa M npaBHa rPaMOTHOCT, YMEHUS 3a crpaBsiHe U
camoedUMKaCHOCT, KaKToO U yBEPEHOCT N CaMOCb3HaHME Ha NbJIHONPAaBEH rpaXKgaHuH
y BCeKW, CcTpagaLy oT psako 3abonsasaHe Ha Teputopusita Ha bbnrapma. Han-ronsama
NPUHOC UMaT YrneHoBeTe Ha KOHCyNTaTUBHUA CbBET KbM MPOEKTa, KOUTO CbC CBOSTA
eKkcrnepTmsa OT ONUT U aKTUBHO yYacTue B U3MbIHEHMETO Ha AENHOCTUTE MO NPOEKTa,

Ca UCTUHCKN NpUMep 3a ,OBIacTeHn" akTUBHU rpaxxgaHu.

CneumnanHun 6]'IaFOD,apHOCTVI 3acity>aBaTt M BCUYKMN yH4aCTHULN B HaALLUUTE AEenHOCTK 3a
06yLIeHI/1$I n I/IH(*)OpMI/IpaHOCT, 3a MNMpMHOCa CM KbM OCHLUECTBABAHETO Ha MNPOEKTa,

Nno3BonsiBankn TO3n Hapb4HUK Oa Obae CbCTaBeH.



OBnactaBaHe — TOBa MOXe [a ce OOsICHM KaTo cTeneHTa Ha aBTOHOMHOCT WU
camoornpegenieHMe Ha OTAEeNHUS WHOMBWAO, KakTO W Ha [JageHa oOLwHOCT.
OBnacTsBaHeTOo ce OTHacsa 40 NpefOoCTaBAHETO Ha Bb3MOXHOCT Ha ySA3BUMUTE rpynu
Aa npeacrtaensiBaT CBOUTE MHTEpPecU MO OTFOBOPEH W camMoornpenerieH HauuH,
AencTteankm no cBosi Bons M Bract. EgHa geduHMumMA Ha TepMUHa € ,YMULLMEH,
HenpekbCHaT Mpouec, CbCPeoTOMeH B MecCTHaTa OOLLHOCT, BKMOYBALY B3aMMHO
yBaXeHue, KpUTUYHO pasmuLLieHne, rpuxa u rpyrnoBo y4yacTue, Ypes KouTo xoparTa,
KOUTO HAMAT paBeH A5 OT pecypcu, nosfydasaT No-rondam AoOCTbMN U KOHTPOST Haj Te3un
pecypcn® (Zimmermann, 2000), a gpyra ro obsicHsiBa KaTo ,,MEXaHU3MbT, Ype3 KONTO
Xoparta, opraHusaummTe u OOWHOCTUTE npuagodbmBaT BRacT Hag XuBoTta cu
(Rappaport, 1984). ToBa e npouecbT fa cTaHeM MO-CUMHN 1 NO-yBEPEHN B cebe cu,
0COBEHO B KOHTPOMMPAHETO Ha HEYUN XMBOT M 3asBsIBAHETO Ha MpasaTta Cu.
OBnacTtsBaHeTO KaTo AEeNCTBUE Ce OTHACHA KaKTo 40 MpoLeca Ha caMooBracTsiBaHe,
Taka M Jo0 npodpecnoHanHa nogkpena Ha xopaTa, KOATO UM Mo3BofisiBa Aa
npeogoneaT 4yBCTBOTO cu 3a 6e3cunuve n nunca Ha BNusiHue, KakTo 1 Aa pasnosHasaT

1 U3MON3BaT pecypcuTe Cu.

YoBellKkn npaBa — YOBELLUKUTE MpaBa Ca MPUCHLUN Ha BCUYKM YOBELLKM CbLLECTBA,
He3aBMCMMO OT paca, MoJfl, HaLMOHANHOCT, eTHM4Yecka NPUHAANEXHOCT, e3uK,
penvrust unu gpyr ctatyT. Te BKMOYBAT NpaBO Ha XMBOT M cBoboaa, cBoboaa oT
pobCTBO M u3Te3aHusl, ceBoboda Ha MHeHVMe U u3passiBaHe, NpPaBO Ha Tpya U
obpasoBaHne un MmHoro Apyrn. OcCHOBaHW ca Ha cCnodeneHn LEeHHOCTU KaTo
[AOCTOMHCTBO, CNpaBeasIMBOCT, PABEHCTBO, YBaXXeHNE U He3aBUCUMOCT. Te3un npaea

cneaBa ga 6bAaT rapaHTMpaHy Ha BCEKM eauH YoBeK, 6e3 ANCKpMMUHaLUUS.

paxaaHCcKo obwecTBO — OT eHa CTpaHa, rpaxaaHCKOTo OBLLECTBO Ce OTHACsA KbM
LUMPOK CNEKTBbP OT OpraHn3auun: o6LLHOCTHN rPynNu, HENPaBUTENCTBEHN OpraHn3aumm
(HMO), paboTHMYECKM CbH3W, MECTHM Trpynn, ONaroTBOPUTENHU OpraHu3auuu,
pPenurMosHn opraHusaummn, npodecuoHanHu capyxenus u  doHgauuun. Tasum
CbBKYMHOCT OT oOpraHuMsaumMm 4ecTo € HapuyaHa ,,Tpetus cektop” cnen
NpaBUTENCTBOTO U TbproBckaTa ObLLHOCT, KOMTO MMa 3a Len Aa NnoBnvse encTBuaTa
Ha u3bpaHn nonuTUuM 1 BusHecK, Taka Ye a OONPUHECE 3a PeLLeHNeTo Ha AadeH
obwectBeH Npobnem unu nogobpsiBaHe KAa4eCTBOTO Ha XMBOT Ha AafeHa ya3Buma

rpyna ot xopa.



Hakon ocHoBHM TEPMUHU

HenpaButencreBeHa opraHMsauusa — opraHmM3aumns, cb3gageHa ¢ uen nognomaraHe
Ha 0bLLEeCTBOTO MNN OTAENHW rPYNM B HErO 3a NOCTUraHe Ha obLM Lenn, KOUTo HAMaT
CTOMaHCKM (TbProBCKM) XapakTtep. Llenta Ha HenpaBUTENCTBEHWUTE OpraHu3auunm
(HMO) e pa ponpuHecaT 3a pa3BUTMETO Ha onpegeneHn LEHHOCTM B OBLLECTBOTO U
Aa nognomMorHaT peluaBaHeTo Ha 0bLLEeCTBEHO 3Ha4YMMKM Npobnemu, nopaan KoeTo Te

He pasnpeaenat nevanoba.

CoumanHu ycnyrm — ToBa ca oOLEeCTBEHU YCryri, OCUrypeHun Ha Xxopa, KOUTO ca
cneumduryHO ys3BUMM UNN U3NUTBAT 3aTpyaHeHus. TakmBa ycnyrmn 3acaraTt obnactu
KaTo nHaMBmMayanHaTa M cemenHaTa rpwxa, nogkpenara Ha xopa C yBpexaaHus,
rpvxata 3a Bb3pacCTHM XOpa, KaKTo 1 nogkpenaTa 3a ys3BMMU Fpynu Kato MUTPaHTW,
6e3paboTHu 1 gpyrn. CoumanHuTe ycrnyrm moraT ga ce ocurypsisaT vypes nybrivynuy,
YaCTHU WNN TPaXO4aHCKM WHUUMATMBM W MoraT ga O6baaT AbMAroCpoyYHM Unn

KPaTKOCPOYHMW.

NMoTpebuten Ha coumanHa ycrnyra — NUUETO, KOETO Ce Bb3MNoSidBa OT AajeHa
coumanHa ycnyra. Hanpumep, B npoekta EmpoweRare ToBa ca nauuneHTtuTe,

cTpagalum OT peaku 3abonsiBaHUs, KakTo U xopaTa c yBpexaaHus B bbnrapus.

HdocTaBuMK Ha coumanHa ycrnyra — opraHusauusita, KoiTo npegocTaBs AadeHa
coumarnHa ycrnyra 3a nonssaHe. ToBa Moxe Aa O0bae AbpXKaBHa areHuus unv gpyra

npaBuUTeriCTBEHa MHCTUTYLINA, KAKTO N YaCTHa U HeENnpaBUTENICTBEHA OpraHn3auns.



3actaBaunikm 3ag Kay3aTa, KOATO Hapudyame oesiacmsdeaHe Ha rnauyueHmu c peOKu
6onecmu, Ha NMbpBO MACTO € HeobxoauMo ga nNoaxoaum Kbm aKTyalriHuTe r|po6r|eM|/|
C ACHO OCb3HaBaHe Ha 3Ha4YeHMETO Ha npoueca no osriacrtdBaHe — TOBa nogcuryp4dsa,
4ye BCUYKM Yy4daCTHUUM B TO3M Tripouec uwe ,,roeopatT Ha €duH 1 Cblin e3unk”.
C'bLLI,eCTByBaT npeaon3BuKkaTesictea B pa36|/|paHeTo Ha TepMHUHa osJsiacmseaHe, Tbi
KaToO TOW 4YecTo € eavH a6CTpaKTeH N Hepa3ragaem TepMumnH, KoeTo olle B Ha4alJieH
eTan Bb3rnpendTtcTtBa nauneHTnTe OT ToOBa Aa Ce Bb3NOoJI3BAT NMbJIHO OT NOJIMTUKUTE

Nno oBJ1aCT4BaHe.

KoHuenuuaTa 3a oBnactdBaHe ce 3apaxja B coumanHuTe OBWXKEHUSs, 3acsarawm
yoBewknte npasa B CALL npe3 50-Te rogMHM Ha MuHanNUsa BeK, KaTo 4acT OT
NO3YHIMTE Ha Xopa C yBpeXaaHus, NoBENN KaMnaHnum 3a UHAPOPMUPAHOCT U 3almTa
Ha npaBaTa cu (Beresford, 2016). KnioyoBute enemeHTU, KOUTO TE3N aKTUBMUCTU
3anaraT B ugesita 3a oBnacTtsiBaHe ca guanor, pednekcus, akTMBHO aHraxxvpaHe u
AencTBmne — Te3n YeTUpKU enemMeHTa Cv B3anMoLenCcTBaT HeNpekbCcHaTo B NpoLeca Ha
TpaHchopmaumsa. NMNogobHa TpaHcdopmauma geduHUpa npoueca Ha oBracTsBaHe
KaToO OKypaxaBsall ToBa YOBEK CaM [a CW MOMOrHe B ClyyauTe, B KOUTO HSKaKBO
nYeHne, HepaBHOCTOMHO MOMOXEHW UMW couuarnHo W3KNiYBaHe 3anoysat Aa

OUKTYBAaT CIly4BalloTO Ce B €XXeHEBUETO NUM.

B akagemnyHaTa cdepa 4ecTo ce nanonsea gepuHMLNATA 3a oBflacTsaBaHe, fadeHa
oT EBponencknsi CbBMeCTeH aKT 3a naumeHTcka 6e30nacHOCT M Ka4yeCTBO Ha rpuxa
(EHMA, 2009), konTo OT CcBOS CTpaHa pa3ymTa Ha 0630pHOTO n3cneasaHe Ha Luttrel
n konerun (2009):

,,OejslacmsieaHemo e MHO20U3MepeH NMpouyec, KoUmo noMmaza Ha xopama 0a
npudobusim KoHMpos Had cobcmeeHuUs1 cu XXueom U yeenu4vaea Kanayumema

um Ga delicmeam o ebPOCU, KOUMO camMume me cMsimam 3a eaXHu.“

[lokaTo KONEKTMBHOTO OBacTsiBaHe 3acsira Npoueca, Ypes KOMTO He caMo UHANBMAM,
HO W Lenu rpynu 1 obLLecTBa ycnsBaT SICHO Aa U3pasaT CBOMTE HyXXau, Aa crnoaensat
NMPUTECHEHNsITA CU U a U3rpadsaT cTpaTerns 3a BKIOYBAHETO CU BbB B3EMAHETO Ha
peLLeHNs B MONUTMYECKU, CoLManeH 1 KynTypeH acnekT, 3a Aa 6baaT nocpewHaTu

TE3U HYXXAMW.



KakBo 03Ha4yaBa 1 3aLl0 € HY>XHO?

NHTerpupaiikn MHAMBNOyanHoTO M KONEKTUBHO OBMlacTsiBaHe, MOXEM [a KaXeM, ye
cTaBa Jyma He caMO 3a eJHOCTpaH4MBO ,,00yYyeHMe” Ha naumMeHTa na Xueee
camocTosaTenHo. OsnacmsieaHemo 3acsira KakTo BbTPELUHUS MPOLEeC, Ype3 KOWTO
YOBEK yBenuyaBa kanauuteTta cv Aa BOAM ONTMMArHO eXEeAHEBMETO CU C XPOHWUYHO
CbCTOSIHWE U Aa AeNCTBa B chepuTe Ha 3apaBeonasBaHeTo, coumanHaTa, pabotHaTa
1 Opyrv cpeam, Ho 3acsra 1 usinata cuctema oT B3aUMOAENCTBUS U NMPOLECU MeXaY

nauueHTa n HeroeaTta cpega. B To3m cmucbn onactsasaHeTo e (EPF, 2017):

Mpouec, a He cTaTuU4yHa npoueaypa

EtaneH — nma HMBa, cTeneHn Ha oBnacTrasaHe

[1Bynoco4eH — Bb3MOXHO € [a ce NpaBAT CTbIKW Hanpend, Ho 1 Has3agd
3aBUCUM OT KOHTEKCTa

Hewo, koeTo He MoxXe Aa 6bae HanoXxeHo, HO MoXe Aa Obae NoANOMOrHaTo

AN N N N NN

Kakto nHansmayarnHo, Taka " KOnektnBHoO

A nanonssanku TEeEpMUHa OBJ1aCTABaHE B eXegHeBHUA €e3VK, UMaMe npeanBua
npoueca, KOMTO NO3BOJNABA nirpaxgaHeto Ha HAKOJIKO KNH4YOBU akTuBa y

nauuveHTa:

camoedmkacHocCT
camMoCb3HaHue
yBepeHoCT

yMeHuA 3a crnpaBsiHe

NN NN

3apaBHa rPaMOTHOCT

OBrnacTsiBaHETO BbB BCEKM €[MH acneKT — JOPU M U3BBH KOHTEKCTA Ha XPOHUYHUTE
3abonsiBaHUs — € BakHO 3apadu ToBa, 4Ye MO3BOSiSIBA Ha YOBEK [a OCb3HaBa
peanHocTTa, B KOSITO XMBee M [a CU B3aMMOAENCTBA C Hes KpuTuyHo. Ypes
OBlacTsiBaHETO XopaTa nMNpPeoTKpMBaT W MpexuBsiBaT COOCTBEHUTE CUM Cuna,
TBOPYECTBO, yCnaABaT Aa M3rpaasT cBoe pa3bupaHe 3a CBeTa U Ja M3BOKOBAT NPaBoTo

cu Ha ToBa pasbupaHe (Freire, 2000).

B OHewHOTO Bpeme Ha gemorpadpcku npeamsBuKaTenciea U HENpPeCcTaHHW Kpusun B
3apaBeonasBaHeTo, 34paBHUTE M cCoLMarimn yCcrnyru ce okassaT U3npaBeHu npes Bce

noBevye HyXOW, KOeTo Hanara TAXHOTO PefdoBHO NpepasrnexgaHe, agantupaHe U



aKTyalrim3mpaHe. B NPOTUBEH CJ'Iy‘-IaIZ aflekBaTHaTa rpmxa 3a 4OBEeK B HyX[Oa He ou

Morna ga npocbLiecTByBa.

ETo 3allo npouechT No oBrnacTsBaHe Ha xopaTta C YBPeXaaHust € OT U3KMoYUTenHa
Ba)XXHOCT 3a npeoforisiBaHe Ha npeausBukaTencTBata B cdeparta Ha ycnyrute,
nognomaraium 6narocbCTosIHAETO Ha Tasu rpyna. Hukon He Moxe Aa oBnacTu Apyr,
cuna He MoXe fa ce Aage — YOBEK MOXe eAUHCTBEHO Aa oBnactu cebGe cu — KOeTo
Oo3HayaBa, 4Ye couuManHuTe akTMBUCTM Ca ANbXHW Oa MOAKPENAT U OoKypaxaT
ocTaHanuTe ga AelcTBaT MO HOB, NMO-CBOGOAEH HaYMH; OcCUrypsiBalLUMTe coLMarnHm
ycrnyrM crniegeBa Aa AdadaT Bb3MOXHOCTM 3a MOBULLABAHE Ha 3HaHWSTa, 3a
cebepeanusaumsi, yyeHe U ycBosiBaHe Ha KOMMNeTeHTHOCTU. EamHcTBeHo noaobeH

OTBOpPEH Noaxon On Morbn ga 3aaBuiXku CTPYKTypaTa Ha OBJ1laCTABaHETO.

CnepoBaTenHo, OCHOBHA LEN Ha OBMacTaABaHETO e YKpenBaHe Ha Kanauuteta U
pecypcnuTte Ha yda3BumMarta rpyna. 3a NocTUraHeTo Ha oBnacTsiBaHe € Heobxoaumo
I/lHCbOpMI/IpaHe, o6yl-|eH|/1e, 3aCTbIMHNYECTBO, nocturaHe Ha paBHOMpPaBHO
C'pry,El,HVI‘-IeCTBO/FIapTHbOpCTBO C BnactnmauwimnTe 3a ydactne BbB B3EMaAHETO Ha

Kacaellun oBlactaBaHNTE peLleHns.



KakBo ca yA3BUMU TPpYNn U 3allo UMaT HyxXda OT oBnacTtsiBaHe?

Ya3Buma rpyna e Tasn, KOSATO Ce CbCTOM OT XOopa, KOUTO nopagu CXO4HU
obcToATENnCcTBa UNN XapakTepuUCTUKM ca NOCTaBEHW B HEPABHOCTOMHO MOSOXEHUe,
cTaBarT XepTBa Ha ornpeaeneHa Henpasaa/HepaBeHCTBO/MULLEHNE UIN Ca U3MOXEHN
Ha onpegeneH puck (Mn4yesa, 2015). B ToBa onpeaeneHve ce BnnceaT 1 NauneHTUTe
C XPOHMYHM 3abonsBaHWA — Te Hanarat onpegeneHun obcToAaTencrsa, C KOUTO

naunMeHTbT Ce CrpaBd B eXXeQHEBUETO CU.

O cTpaHa Ha MHCTUTYyuuuTe B eiHa ObpXaBa, rpynarta Ha xopara C yBpeXxgaHus CbLLo
npegcraensBa npeaMsBMKaTencTBO M ToBa YecTo nopaxga pgebatn OTHOCHO
bnHaHcoBaTa U3gpBLXIUBOCT Ha AadeHa cucTema, Hanpumep 3apasHaTa. Ho npeau
BCUYKO, Crie[iBa Aa ce B3eMe npeaBu nepcrnektMBaTa Ha naumMeHTa — nepcnekTmBea,
KOSITO MHOIO 4eCTO OTpa3siBa €AHO HecnpaBsHe C MOCPeLLaHeTo Ha HYyXauTe Ha xopa
C XPOHUYHN CcbCTOsAHMA (Hanp. McGowan, 2005). TexHuTe npexuBaBaHMA cbBnagat
B TOBa, 4Ye MNauueHTUTe C XPOHUYHU 3abonsBaHWs ca BbBEYEHW B efHa
HenpekbcHaTa ,,6uTka cbC cuctemaTta” 3a ToBa ga nonyyaT HeobXoanMUTE FPUXK,
KOWUTO OCTaBaT HeOCTbIMHU BbB (pparmMeHTaumsaTa Ha MHCTUTYLMUTE: Ha MHOro MecTa
no ceBeTa BCsKa MHCTUTYLMSA paboTu No-cKkopo He3aBMCUMO OT ocTaHanuTe, 6e3 aa ce
OCUTYpU WHTErpaumsi Ha ycrnyrute, npegnaraHMm Ha xopa C YyBpexaaHus, 6es
NHTEepakunsi 1 OTBOPEHOCT KbM obpaTHa Bpb3ka U Cb3gaBarikun peanua npeyky vpes

Oropokpauusa 1 3abaessHe Ha 3akoHOA4ATESTHM MPOMEHM.

BmecTto nogobHu npeykun, yasBumaTta rpyna Ha xopa C yBpeXOaHusa ce Hyxagae oT
USANOCTHa NpoMsiHa B noaxoda KbM rpwkarta: MpoMsiHa OT LUEHTpMpaH OKOSo
AvarHosarta noaxon KbM OPUEHTMpaH OT NauMeHTa M HeroBoTo CeMENCTBO Noaxon,
KOWTO LeHN KOMOMHauuaTa Mexay camoedeKTMBHOCT U cnpaBsHe B 0OLECTBOTO C
Aobpe uHTerpypaHa npodhecrMoHanHa nogkpena npes uenusa XuMeoT. To3u noaxon
BKIMOYBA OBNACTABAHETO Ha NauMEHTUTE, TbW KaTO TEXHMS ONUT OcuUrypsiBa Hau-
pobparta ekcnepTusa B cdepaTta Ha 3abonsdABaHETO MM: TaxHaTta obpaTHa Bpb3Ka,
y4yacTMEeTO MM BbB BbBEXOAHETO HA NPOMEHM Ha OOLLECTBEHO M MHCTUTYLIMOHANHO

HMBO € HeobxoaAnMO N He3aMEeHNMO.



EBponenckata komucusa no obwecTBeHO 3apaBe onpenens peakute 6omnectu kato
,»JKWBOTO3acTpallaBalyM UNm XpOHUYHO MHBANUAU3npaLwm sabonaBaHus, KOUTO
Ca C TONKOBa HWUCKO pasnpocTpaHeHue, 4Ye ca HeoGxoauMM cneuuanHu
KOMOMHMpPaHN ycunua 3a cnpaBsHe ¢ TaAx“. [10-KbCHO TEPMUHBT ,HUCKO
pasnpocTpaHeHne” e aeduHupaH Kato obLo o3HayaBaw, no-manko ot 1 Ha 2000
Aywn. Tean 6onecTtu ca xMBoTo3acTpallaBallm, XPOHUYHO MHBaNuananpaium n cnabo

evynmn.

Ktm 2021-Ba roguHa, B cBeTOBEH Mawlab ca unaeHtudpuumpanum Hag 7 000 peaku
3abonaBaHus, Kouto 3acarat obwo nosede ot 350 MUNMOHA MALWEHTU, MHOTO OT
KOUTO TPyOHO MMM HUKOra He p[octurat Ao npaBuiHa AguarHosa. [lpuumHaTta
3acerHaTuTe OT peaku 3abonsBaHus ga ObaaTt TONKOBA MHOMO €, Ye Makap M BCSIKO
e[HO psiako 3abonsiBaHe Aa nopassiBa MHOMO Manbk NPOLEHT xopa, obwmusa dpon Ha
3abongaBaHusTa € cepmoseH. Obwo 72% oT peakute 3abonsiBaHUs ca reHeTU4HN,
AokaTto gpyrm ca pesyntaT oT UHdekuuun (baktepuanHu unu BUPYCHW), aneprum m
NPUYNHK OT OKOSHaTa cpefa unm ca gereHepaTuBHU U nponudgepatmeHn. brnnso 70%
OT Te3un reHeTU4YHM peadkmn bonecTn 3anoyBaT B AeTCKa Bb3pacT, KOeTo BoAW A0 ToBa

MHOrIO OT peaKkuTe 3abongaBaHus ga NPUCHCTBAT MNpe3 Luernna XnMBoT Ha YOBEKa.

Mopagn HUCKOTO pasnpocTpaHeHWe Ha BCAKO 3abonsBaHe, MeauuMHCKaTa
ekcnepTnsa e psgka, 3HaHWATa 3a TAX ca OCKbAHMW, MpeanaraHeTo Ha puixu
HeJoCTaTbYyHO M U3creadBaHusaTa ca orpaHuyeHn. Bounpekn ronemmnsa cu obuy 6pon,
nauneHTUTe C peaku sabonseaHns ca cupaun Ha 3gpaBHUTE CUCTEMM, HA KOUTO YECTO
ce OTKa3Ba AMarHosa, fedeHne n nonaute oT Hay4yHUTe nscrneaBaHus. Esponenickata
CbBMeECTHa nporpama 3a peaku 6onectun (European Joint Program on Rare Diseases
- EJP RD) o6eanHsasa 130 nHctuTyumm B 27 agbpxxaBu-dneHkun Ha EC, kakto n Kanaga,
Apmenus, ['pysus, N3paen, Hopserusa, Copbus, LLsenuapusa n Typuus, 3a nocturaHe

Ha cBOUTE ABe OCHOBHU Lenn.

1. ,[da ce nodobpu uHmeepauyusma, egukacHocmma, pesynmamHocmma u
coyuanHomo eb3delicmeue Ha Hay4YyHume u3criedeaHusi 8bpXy pedku 3abosiseaHusi
ype3 paspabomeaHe, OeMOHCMpuUpaHe U ronynspusupaHe ¢ obmeH e Espona u no
uenusi cessm Ha u3cred8aHus U KNUHUYHU 0aHHU, Mamepuarsu, npouecu, 3HaHus u

Hoy-xay.



KakBo ca pegkute 60necTu 1 KO € 3acerHar oT Tax?

2. [lpunazaHe u no-HamambWHO pa3pabomeaHe Ha eekmueeH Mooes1 Ha
¢uHaHcosa nooKperna 3a 6cu4ku eudoee u3scriedeaHusi Ha peOKu 3aborsieaHusi
(pyHOamMeHmarnHu, KAUHU4YHU, enuéemMuosioeuYHU, coyuasiHu, UKOHOMUYECKU,
30pasHU ycnyau), cb4emaHU C YCKOpeHa eKcrjoamauusi Ha pesynmamume om

Hay4YHume u3criedeaHusi 8 rnossa Ha nayueHmume “

ETo 3awo wu3rpaxgaHeTo Ha WHGOPMUPAHOCT 3a peakute 3abonsiBaHus U
OBNacTABaHETO Ha CTpajaluuTe OT TakuBa AMarHo3u e Tonkosa BaXHo. Hemarnka 4act
OT NauMeHTUTe ce HamupaT Ha TeputTopusaTa Ha Bbnrapus, KbaeTo Kn4YoB Npobnem
B coLMarnHo rnoanomMaraHe e, Ye KbM MOMeEHTa HAMa cb3gaaeHun oduumanHu 6asu
AaHHW: ToBa OT edHa CTpaHa e pes3yntarT OT HeonTMManHWTe Bb3MOXHOCTM 3a
AMarHoCTMKa, a OT Apyra - 3aTpyAHsiBa JOCTUraHEeTO Ha XU3HEHO BaXkHa MHopMauus
0O NauMeHTUTe U NpeaoTBpaTaBa TAXHOTO Bb3MON3BaHe OT peauua coumanHu
ycnyru. MarpaxaaHeTo Ha MHAOPMMPAHOCT, yBenvMyaBaHeTo Ha Oposi ekcnepTu B
obnactta Ha pegkuTe GOnectu, CTUMYNMpaHETO Ha Hay4vyHOo-u3cnegoBaTerickaTa
[AENHOCT, Kacaellla 3abonsiBaHeTo M CbCTaBSAHETO Ha paboTel oduLmnaneH perncTbp
Ha xopaTa C peaku 3abonsiBaHusi, kOeTo OM MO3BONWUMO NEPUOANYHM aHanu3n ”
CnpaBKK 3a CbCTOSHMETO Ha nuuaTa, ca NOCTUXEHMUS!, KOUTO Buxa GUnM Bb3MOXHU
caMO M eOWHCTBEHO C aKTMBHOTO y4yacTuMe Ha 3acerHatute rpynu B MPOMEHU Ha
06LLECTBEHO Y UHCTUTYLIMOHANHO HMBO. AKTUBHO y4acTue, NO3BOMEHO OT npoLeca Ha

oBlacTtAaBaHe.

ETO 1 HAKONKO BaXHU cbalcra no OTHOWEHNE Ha nauneHTunTe C peaku bonectn B

Bvnrapus:

v' B Bbnrapusi xopata guarHoctuumpaHm ¢ peaku 6onectu, ctpagar oT nvnca Ha
oBnacTsiBaHe nopagu cnabarta cu MHOPMMPAHOCT, funca Ha JfeyYeHne u
nocreggatia rpuxa.

v/ CoumanHu ycnyrm cneumanuMsvpaHu criopeq HyXauTe Ha xopaTa C penku
6onecTtu, nsusano nunceat. Peaknte 60N1ecTy He ca YacT OT HUKOS HaLUMOHanHa
WNM MecCTHa CcTpaTerMs 3a pasBUTUE Ha couuanHuTe ycnyrm wnm

AbNrocpoyHaTa rpuxa.

A Hall-cepuosHMTe Npeav3BUKaTencTsa, npes KoMTO ca M3npaBeHu xopaTta OT Tasu

ysi3BMMa rpyna, BKIOYBaT:

v Jlunca Ha MHOPMUPAHOCT, KOSITO BOAW A0 furnca Ha oBracTsBaHe



v' Jlunca Ha ne4deHne 1 nocneaBaLlym rpuxm
v Jlunca Ha coumanHu ycnyru npegHa3HayeHu 3a xopa ¢ peaku 6onectu
v' Jlunca Ha HaumoHaneH nnaH 3a peakuTte 6onectun

v' Pepgkute 60MnecTu He ca YyacT OT HMKOSI HauMoHarnHa unm MecTtHa cTparternda 3a

pa3BuTne Ha couunarnHmnTe ycnyru unm obirocpoyHaTta rpmxa




PasnnyHnTe HMBa Ha oBnacTsiBaHe

Kakto Gelwe cnomeHaTto no-paHO, OBMACTABaHETO He € CTraTuyeH eAHoMnnacToB
npouec — TO BKMOYBaA peauua acnektu, M3BbpLUBa Ce Ha MHOro HuMBa, 3acsra
WUHTEepaKuMn Mexay pasnuyHn CTPYKTYpU N MOXe Aa BbPBUM KaKTO B MOCOKa Hanpes,
Taka M Hasag. EouMH oT Ham-BaxHuTe hbakTopu npu pabotaTta MO HacbpvaBaHe
OBfacTsBaHETO Ha YSA3BMMW rpynn € TOo3WM Ha HMBaTa Ha oBnactsBaHe. be3 pga
nosHaBa HMBaTa Ha OBfacCTABaHe, HUTO edHa NauMeHTCKa opraHM3aums, 4OCTaBYnK
Ha ycrnyra, 3aCTbMNHUK 3a Npasa unu apyr npodecmoHanucT B obnactra, He 61 Morbn
Aa NocTurHe ontTumarseH eekT B nognomMaraHeTo Ha xopaTta C yBpexXaaHusa u peaku

oonecTtu ga noemaTt MHUUMATUBATA 3a XKMBOTA CU B CBOU pbLUe.
HuBaTta Ha oBnacTsiBaHe BKIMOYBAT:

v' UHpuBupayanHo oBnacTtABaHe — OBfacTsiBaHe, CBbP3aHO C JIMYHOCTTA Ha
naumeHTa; TyK CTaBa BbNPOC 3a NnyHaTa cybekTMBHA nepcnekTuBa Ha BCEKU
OTAENEH YreH OT ysisBuMaTa rpyna un Kak T ga 6bae npoMeHeHa OT nacuBHa
n 6e3nomMollHa KbM aKTMBHA W CUIHA, pas3yMTaikm Ha cobCTBEeHUTE Cu
pecypcu.

v' TpynoBo oBnactABaHe — OBfacTsBaHETO Ha rpynata Bko4Ba
)KM3HEHOBaXXHUS MpOLIEC Ha cnogensiHe; BCEKM 4NeH OT JageHa rpyna
AonpuHacsa cbC CBOW COBCTBEH OMUT, KOWUTO € OLle NO-LEeHEH B KOHTEKCTa H
rpynata. ToBa cnogensiHe n obeguHsiBaHe Ha KOMNeTeHuuuTe U ngente Ha
BCEKM YNeH OT rpynarta cnocobcTBa 3a Cb3gaBaHeTo Ha Noakpensm Mpexu 1
OBnacTsABaHETO, HACOYEHO KbM OOLLIOTO AENCTBME.

v OBnacTtsiBaHe B HenpaBUTENICTBEHUTe opraHuMsauum -
HenpaBUTENICTBEHNTE OpraHn3aunm C rnaBeH MHCTPYMEHT Ha MpoMsiHaTa U
KaTo TakMBa ca OT K/HYOBO 3HA4YeHWe 3a OBMacTsiBAHETO Ha edHa ys3BMMa
rpyna, kKakto u pasbupa ce 3a OCUrypsiBaHeToO Ha KOMYHUKaL M Mexay 3BeHaTa
B cdpepaTa 1 BHeQpsSIBaHETO Ha AENHOCTUTE MO rpmkaTta 3a CboTBeTHaTa rpyna.
Tean opraHudaummn, obave, ce cOGMbCKBAT C HEManko TMpeyYkn u
obe3kypaxaBaHe B Xxoda Ha pabotata cu — UHAHCOBO HamnpexeHue,
TPYAHOCTU B yNpaBleHWEeTO, 3aKOCTEHENN MHCTUTYLMOHANHN CTPYKTypn —
KOUTO gonpuHacaTt 3a obescbpyaBaHe Ha ekuna. CnegoBaTtenHo ce Hanara

OpraHu3aLMoOHHO YnpaBfieHMEe U Cb3daBaHe Ha OpraHuM3auMoHHA KynTypa,



KOSTO [da OBnacTM BCEKM e€eOuMH Y4YacTHMK B 0OWwmMa MexaHusbM Ha
opraHusaumdata. ToBa BknouBa pecdhnekcus, obpu HMBa Ha KOMYyHMKauus,
penoBHO MPeoCcMUCNsiHE U nofobpsiBaHe Ha HavMHUTe Ha paboTta, KoeTo
M3KN4Ba TpaguuMOHHATa MNepapxudHa  OpraHuM3auMoOHHa  CTPYKTypa
(Theunissen, 2009).

v OBnactsiBaHe Ha o0LeCcTBEeHO HUBO — KpaiHaTa Lien Ha OBMacTsiBaHEeTo €
Aa npeamsBuvKa TpamHa MNO3UMTMBHA MNPOMsiHA, CBbp3aHa C npaBata W
CaMOCTOATENHOCTTA Ha [fageHa yassuma rpyna. [lpu  Tasm uen,
OBflacTsiBAHETO Ha HMBO OOLWIHOCT € Heobxoauma U He3aMeHMMa CTblKa.
OBnacTsiBaHETO Ha MHAMBMAYASNTHO M FPYNOBO HUBO HEM3OEXHO BKIOYBA U
aHrakmpaHeTo Ha OOLLUHOCTTa B MO-LUMPOK acnekT, BbBNUYaANKK, B naeanHus
Crny4an, BCEKM rpaxgaHvH B AEeMHOCTTa No AafeH BbMpoc, 4pes couumanHu
NONMUTUKK, NPOLIECU HA MOTMBAaUMS U MIHDOPMUPAHOCT — OCbLLECTBSIBAHETO Ha

BPBb3Ka B COLIMO-NOJINTUYECKATa ccpepa mMexay nHaounsua, rpyna um oOLWHOCT.

C ornep Ha UenuTe Ha TO3N HapbYHUK, e 0ObpHEM NoBeye BHUMaHWE Ha ABe OT

HUBaTa Ha oBJlaCTdBaHe — UHONBNAOYAITHOTO N rPynoBOTO.

MH,DMBM.EI,yaﬂHO oBlnacTsiBaHe

OBnacTsiBaHETO Ha WHOMBMAOYaANHO HMBO Ce CMsATa 3a JIMYHOCTHO OBfACTsIBaHe.
LlentTa My e pga npeBbpHE HeraTMBHOTO CeOEBBL3NPUSATME Ha YOBEKA, KOETO €
NMopoAdeHo OT NpeXMBsIBaHMUSITA My Ha NOTUCHMYECTBO, 6e3nomoLLHOCT 1 6escunue, B
Nno-no3nTUBHO M pecypcHo cebeBbanpuaTue. MNpu MHOMBUAOYANHOTO OBMACTsIBaHe
MOXXEM [a roBOpMM 3a KOHINKT MEXAY TOBa Kak eauH YoBeK Buaa cam cebe cu n
TOBa Kak OCTaHanute ro BWXOaT: YOBEK MMa MbIHOTO NpaBo Aa 0dopMu CBOS
nepcnekTMBa Hag peanHocTTa, Aa 9 UMEeHyBa U Crnodenu, KakTo U ga peln Kak ga
BOAM >XMBOTA CU B HeEsl; UMEHHO Ta3n CaMOCTOSATENHOCT BbB BMXXKOAHETO 3a CBETa,
He3aBMCUMO OT MOTUCHUYECTBOTO, KOETO MOXe Oa MaBa OT OOLECTBOTO U TAXHOTO
CTaHOapTHO BWXOaHe, € B OCHOBaTa Ha MWHAMBMAYanNHOTO OBMacTsiBaHe. To
Nno3BonisiBa Ha MHAMBUAA Aa Npuaodue BnacT Hag cobCTBeHUs ¢ XMBOT. LiumepmaH
TbKyBa WHOMBMAYANHOTO OBfacTsBaHe KaTo MCUXOSIOrMYEecKo OBnacTsBaHe,
BKMIOYBALLO BSIpBaHMSITA Ha eOuH YOBEK 3a HEroBuMTe YMEHUst U KOMMNEeTEeHuUuW,
ycunuaTa My [da  YhnpaxHuM KOHTPON Hag W couuo-nonuTuyeckata cpega u
pa3bupaHeTo My 3a Hed (Zimmerman, 2000). MhaMBMAayanHOTO OBnacTsiBaHe € eaHa

MHOro fimn4Ha 1 OCHOBHa CTblKa KbM NMpoMAHaTa Ha 00LLECTBEHO HMBO MO KaKbBTO U



PasnnyHnTe HMBa Ha oBnacTsiBaHe

aa éuno BBbIPOC, CBbP3aH C ydA3BMMa rpyna, TbW KaTo B OCHOBAaTa i CTOU YA3BUMOCTTA

Ha nHamBuaa.

OBnactsiBaHe Ha yS3BMMMU rpynu

OBnactaBaHEeTO Ha rpynoBo HMBO Ce pasrnexga Kato MOowWeH MHWHCTPYMEHT 3a
Mo6mn|/|3|/|paHe Ha cuna. MaKap N y4aA3BUM, LLIOM C€ BKIMKOYN MHOMBUOBLT B €Ha rpyna,
TOW MMa Bb3MOXHOCTTA [a crnogensa cBOSA ONUT C OKOJSTHM, KOMTO ca B cbliata unm
Onu3ka KkaTto Hero CUTyauuA. B 1031 coumaneH obmeH, npouecsT Ha oBacTAaBaHe ce

cny4dBa Ha HAKOJIKO HMBA:

V' NNYHUAT, UHOUBMAYANEH ONUT, ce NpeBpblla B 00WecTBeH Npobnem, KoraTto
Ton 6bOe cnogeneH oT rpyna xopa;

v/ nopgkpenaTa OT CTpaHa Ha pasnu4HuTe YNeHOoBe Ha rpynaTta e katanusaTtop 3a
npomMsiHa Ha cebeBBLINPUATUETO Ha YNEeHOBEeTE U 3a NpeanpueMaHeTo Ha
OENCTBUS;

v/ rpynaTa pasnofiara C MoBeYe Ppecypcu 3a peLleHMeTo Ha npobnemu wu

reHepumpaHeTo Ha NHoBaTUBHU NOEWN, OTKOJIKOTO OTAENHUTE HEWHW YNeHoBe.

Korato ce paboTu no oBnacTsBAaHETO Ha efHa ys3BMMa rpyna, Ha npedeH nnaH
n3nu3aT LenuTe 3a ToBa BCEKM YNEH Ha rpynaTta ga ce naeHtudpmuymnpa c obwHocTTa
1 Aa ce NOYyBCTBA BKIMHOYEH B Hesl, Aa pa3no3Hae cuiaTta Ha CbBMECTHOTO AeNCTBME
B MOCOKa Cb3[aBaHETO Ha MPOMsiHA M [a Ce Hacbpyu Bb3MOM3BAHETO OT pecypca,
KOMTO BCEKM YNneH MoXe fa AornpuHece B rpynata. Ho paboTaTta ¢ oBnactsiBaHe Ha
rpynun M3ncKea 1 cneumduyHM yMeHUs!, NO3BONABALLM hacunMTUpaHeTo Ha rpynosa
Bpb3Kka, Cb3[aBaHETO Ha AManeKkTuKa Ha rpynarta U Ha CUMHU COLManHn Mpexu 3a
nogkpena — YMeHUsi, KOUTO 3acTaBaT B OCHOBaTa Ha Bcsika egHa paboTa no

OBNAaCTSABaAHETO Ha YA3BUMMU rPYru.
OBnacTsiBaHeTO KaTo Hecnupally npouec Ha pa3BuTue

BaxeH MOMeHT B pa3bupaHeTo Ha TepMUHa OBracTsiBaHe € ToBa TOM Aa He Obae
pasrnexgaH Kato npoueaypa, KOsiTo Mma sicHO AedrHMpaHo Havano n Kpam — Kato
oby4yeHne no gageH matepuan. OBnacTsiBaHETO € KOHCTPYKT, KOUTO obo3Ha4vaBa
HEMNpPeKbCHATOTO CTPYKTYPHO CBBbP3BaHE Ha WHOVBWUAOYANHUTE CUIMHW CTpPaHu W
KOMMNeTeHUMNn B cCUCTEMa, KOATO OT camMo cebe cu 3agBwkBa KbM pasButne u

nognomara couuanHmute cuctemm, m B TO3N CMUCDHIT OBJTACTABAHETO BKIlOYBa



NnpoakTMBHOTO nMoBegeHne Ha peaunda ydvYacTHuuuU, CBBbpP3aHO CbC couuarnHarta
nofinTMka K1  rNMpomMsaHa. B oBnacraBaHeto ca CBbp3aHn MHOAMBUOYAJITHOTO
6narononyl-|l/|e Ha MHOAMBMUOAa C MNno-wmpokKaTta Couno-rnosimTn4ecka obcTtaHoBKa. Mnun
MHa4ve Ka3aHo, 34paBeTO — NMNCUXNYECKO U Cbl/l3|/|‘-IeCKO — Ha nHamBumaga € nHTerpunpaHo
B eAHa obuwa pa60THa paMKa CbC CbBMeCTHaTa B3aMMONnomouw, U ycurunAata no

Ccb3gaBaHeTo Ha OT3MBYMBa 0OLWHOCT (Zimmerman, 2000).

ToBa onpegeneHve Ha OBMacTABaHETO MNpaBu Hen3beXxXHO Heroea OTMMYMTENHA
XapaKkTepucTuka aa 6bae NpoabimKUTENHOTO, HENMHENHO pa3BUTUE — OBMlacTABaHETO
e ,,llerleHacoyeH npouec B passutme, OoKycupaH BbpXYy MECTHUTE OBLUHOCTU, U
BKIIOYBALL, B3aUMHO YBaXXeHWe, KPUTUYHO MUCTIEHE, TpuXa U rpyrnoBo y4YacTue, Ypes
KOeTO XopaTta, KOMTO HAMAaT Ha pasnorioXeHWe paBeH AAn OT LEHHUTE pecypcu
nony4asaT No-0o6bP OOCTHLM A0 KOHTPON Hajg HanuyHWTe pecypcu B obLiHocTTa™

(CorneU Empowerment Group, 1989).
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B Bbrrapusi xopata AuvarHoCTUUMpaHW ¢ pedku 6Gonectn, ctpagaTt oOT funca Ha
oBrnacTaBaHe nopagu cnabata cuv WHPOPMUPAHOCT, fMMNca Ha JleYeHue U
nocneggala rpuxka. CoumnanHm ycnyrm cneunanmanpaHin Cnopes Hy>kaute Ha xopaTa
c peakun 6onectn, ususno nuncear. Llenta Ha nHuymnatueaTta , OBnacTtsiBaHe Ha xopa
C peakv 6onectn e Aa oonpuHece 3a HamansiBaHe Ha cCoumMariHoTo pasnuyne, KOeTo
Te3n xopa M3NUTBAaT, Ype3 OBMacTsBaHe MM 3a rpaXaaHCKo y4acTue 3a MHULUMpaHe
Ha pedopMn B couuanHy MOMUTUKA U yKpenBaHe Ha OBYCTPaHHUTE OTHOLUEHMS
Mexay napTHbopuTe B npoekta. OCHOBEH MPUOPUTET Ha NPOEKTHUTE AeNHOCTU e Aa
ce NOCTUrHe rpaXxaaHCKo akTUBMpaHe Ha xopaTta ¢ pefku 6onectu, 3a hopmynmpaHe

Ha npenopbkn OTHOCHO no,qo6p$|BaHe Ha couunanHuTe MM npaBa B CTpaHaTta.

MpoekTbT e hoKycrpaH BbpXy TOBa Aa AONPUHECE 3a pa3pellaBaHe Ha npobnemuTe
Ha xopaTa ¢ peaku GonecTu, Ypes MoBULLABAHE Ha KanauuMTeTa MM 3a rpaxgaHcka
aKTUBHOCT, Cb3[laBaHe Ha Oby4MTenHu 1M MHOPMALMOHHM MaTepuanu, NPeHoc Ha
nHdopMaLmsa 3a A0GpPU NPaKTUKX Ha couumarnHu ycnyrm ot Hoperusi, npeanoxeHus
KbM WMHCTUTYLMWUTE B MOcOKa Ha nopobpsiBaHe UM pedopmupaHe Ha couuanHuTe

yCcnyru m noJsinTukn.

EmpoweRare e npoekT cb3gageH oOT bbnrapcka XbHTUHITBH Acouuauus u
ocbLleCcTBEH B TACHO cbTpygHmyectBo ¢ FRAMBU Resource Center for Rare
Disorders, ¢ domHaHcoBa nogkpena, npegocraBeHa ot UcnaHaus, JIMxTeHLWwanH n
Hopserna no nuHna Ha ®uHaHCoOBUA MexaHn3bM Ha EBponenckoto koHOMU4YeCcKo
[MpocTpaHCTBO, KaTO Ce OTHacs 40 TeMaTUdHUA My npuoputeT 2 - OBnacTsiBaHe Ha

YSI3BUMU TPy,
KakBu gericTBuA ca npeanpueTy 3a NOCTUraHeTO Ha NOCTaBeHUTe Lenu?
[leicTBUSITa NO paspeluaBaHeTo Ha rope-nocoYyeHnTe NpobemMm ca HaCoYEHU KbM:

v/ noBulLABaHe Ha KanauuTeTa Ha Xopata C peaku Gonectu 3a rpaxmpgaHcka
aKTUBHOCT;
v/ cb3gaBaHe Ha OBY4YUTENHW U MHOPMALMOHHM MaTepuanu, noaxoasiwy 3a

MyNTUNNUUMpaHe Ha obyyeHnsTa 3a Apyru ysasBuMn rpynu;



v/ npeHoc Ha nHdopMauus 3a 4o6pu NPaKTUKN HA COLMarnHM yCryrn oT CTpaHuTe
[AOHOpPMU;

v\ NpeanoXeHust KbM UHCTUTYLUUTE B NOCOKa Ha noaobpsiBaHe v pedopmn Ha
3apaBHaTa 1 coumarnHa cuctema

v\ MAEHTUMUUMPAHUN ,Hay4YeHn ypouu® OT NpoekTa
PeweHuaTa kounto npegnarat npoekt EmpoweRare Bkntoysar:

1. PasnpocTpaHeHne Ha MHdopmaLms 3a 3aKoHo4aTeNCcTBO 1 obpuTe NpPakTUKK cpes

6eHe(bMU,MeHTI/ITe, 3anHTEepecoBaHNUTE CTpaHN U LLUNPOKaTa 0o6LecTBEHOCT.

2. OBnactsaiBaHe Ha XopaTa C peaku 3abonsiBaHnA 1 nvuaTta KouTo rm O6FpI/I>KBaT, ypes

00y4eHUst 1 3aCTbMNHUYECTBO
3. MpeHoc Ha Aobpu NpPaKTUKM OT NapTHbOPCKaTa opraHnsaLms

MpoekTbT cTapTupa npes oktomepu 2019 r. n e ¢ npoabmkuTenHocT oT 20 meceua,
a HeroBMs KpaeH MpPOAYKT € oBfacTsiBaHe Ha ObnrapuTe, 3acerHatm OT peaku
bonectn, 3a e(eKTMBHO yNpa)KHsIBaHe Ha YOBELUKOTO CWU MpaBO 3a yyacTue BbB
B3eMaHETO Ha pelleHusi, 3a MOoCTUraHe Ha paBeHCTBO B cucTemMata 3a
34paBeonasBaHe 1 coumanHuTe ycrnyri U no To3m HauuH ga nogodbpsaT Ka4yecTBOTO UM

Ha )XUBOT, BbIMPEKN pegknTte 3abonsBaHus.

OcBeH TOBa, EmpoweRare ce Bb3nonssa ot gobaBeHa CTOMHOCT, bnarogapeHne Ha
NapTHbOPCTBOTO CU C HOPBEXKNA pecypceH LeHTbp 3a paboTa C naumMeHTn ¢ peaku
6onectn FRAMBU. NMapTHbOPCTBOTO Lenn 3ano3HaBaHe ¢ onuta u obpuTte npakTukm
OT CTpaHaTta, KOATO nputexasa ObNroroavliHW MOAENW Ha ycrnyrm U OnuT B
oBnacTsiBaHe Ha xopaTa ¢ peakm 6onectu. NogobHo NapTHLOPCTBO € Heobxoammo,
3a [Ja MOXe He caMO Ja ce Npeasioxu HOBWU cneuunanuavpaHu ycnyru 3a uenesaTta
rpyna, KoMTo NoHacTodLeM nunceaT B bbnrapua, HO 1 Aa ce NnpeueHn Bb3 OCHOBA Ha
ONUT W KOHCYNTUpaHe CbC ChneumanucTn, MNPeHOCUMOCTTa, eqEKTUBHOCTTa W

ecbmkacHoCTTa Ha Te3n yCnyru.

JoNbNHUTENHO KbM MPEKUSI MPUHOC Ha MNapTHLOPCTBOTO 3a WU3MbIHEHMETO Ha
npoekTta, cbBMecTHaTa paboTa npegnara Bb3MOXHOCT WM 33 MNO-YCTOMYMBU U
AbNroTpanHu eekTu, NpeBpbLLaNKM CbTPYAHUYECTBOTO B MOCTOSIHHO. CbBMecTHaTa
paboTa no TemaTa, Cb3faBa Bb3MOXHOCT 3a AbJITOCPOYHO NapTHMpaHe, cnogensHe

Ha 3HaHWuA, OonNUT N NHNLUMnNpaHe Ha HOBU MEPONPUATUA B MOJI3a Ha LerieBaTta rpyna.
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YcTaHoBsABaHe Ha TpaIZHO NapTHbOPCTBO LWe AonpunHece 3a NocturaHe Ha no-wnpoko
CbTPpyAHN4YECTBO B CEKTOpa Ha penkute bonecTtn, KbOoeTo 5bnrap|/|;| BCe oule

M30CTaBa B npeanaraHnTe 3gpaBHn U counarnHuy ycriyru.

EmpoweRare e npoekT, opueHTMpaH KbM Yy4YacTHULUMTE, CbC CUITHO y4yacTue Ha
KpalHUTe noTpebuTenu B U3NBIAHEHMETO M OLEeHKaTa Ha npoekTa U BbB
dopMynmpaHeTo Ha NPenopbku KbM UHCTUTYLUUKU. OBRacTeHn Ypes nHopMauus u
oby4yeHune, nuuata c peakn 6onecTu e A0OUST HYXHW 3HAHMS U yMeHUs 3a aa
ynpaxHsiBaT AeMOKPaTUYHOTO CU MpaBO 3a yyacTUe BbB B3EeMaHETO Ha pelUeHus,
kKaTo nobupaT 3a HeobXxoaUMOTO 3aKOHOAATENCTBO, KOETO MOXE [a MM rapaHTupa
AOCTOEH >XMBOT, KOHCYNTMpaT W CbBeTBAT Te3N OTIOBOPHM 3a HaLMOHanHWTe

MNONTUTUKN U CTpaTErnn, KOUTO NPAKO ' 3acaArar.



[leiHocTnTe, Haco4YeHU KbM MOCTUraHe Ha MPOEKTHUTE Lenu, ca OpUeHTUpPaHu OT
npsikata obpaTHa Bpb3ka Ha LieneBaTa rpyna B NpoekTa — NauuMeHTUTe C peaku
6onecTtu. Te BKMOYBAT pa3npoCTpaHSABAHETO Ha BaXkHa MHoOpMaLUUs 3a npasBaTa Ha
xopata C pegks 3abonsiBaHWsi, OCbLUECTBSIBAHE Ha Bpb3ka Mexay TaX U
WHCTUTYUUUTE, Npeanarawm um ycnyrm B Bbnrapus, npoBexaaHe Ha NpakTUYECKU-
Haco4eHM 0By4YeHMs1 C NaUMEHTUTE U TPUXKELLUTE ce 3a TAX, Cb3daBaHe Ha yCTOMYNBU
matepuanu 3a obyd4eHue u MHPOPMUPAHOCT, KOUTO Aa ObAaT pas3npocTpaHsiBaHU U
cnef Kpas Ha nNpoekTa U He Ha NocnefHO MSACTO — Cb3[laBaHEeTO U NoaabpXXaHeTo Ha
TpalHU OTHOLLEHUS! CbC CTpaHaTa NapTHLOP MO NPOEKTa, OT KOATO Aa 6baaT HayYeHu
ypouun, Aa GbaaT B3eTM paboTelm MpakTUKX 3a OBfacTABaHETO Ha rpynata v aa
O6baaT BbBeAeHM B Obnrapckust KOHTEKCT. Tyk e 6baaT onMcaHn HAKOM OeAHOCTH,
N3MbIIHEHN B paMKUTE Ha NPOEKTa, 3aeHO C TEXHUTE LieNN U HauMH Ha pa3paboTBaHe

N oCbLUECTBABAHE.

HayanoTto Ha TO3M MPOEKT M M3NBIIHEHMETO Ha LEeNUuTe My € MOCTaBEHO Olle C
OTKpMBaLLa NpeckoHdepeHLUns nNo NpoekTa, NpoBeNia ce B Kpasi Ha Mecel, AeKeMBPU
2019 rogmnHa. B Hes e HacbpyeHO aKTMBHOTO yyacTMe Ha nauumeHTw, ¢ uen Te ga
cnoaensaT rnegHUTe CUM TOYKM OTHOCHO akTyanHuTe npobnemn u npeamnssukaTencraa
npen xopata C yBpexaaHusi B bbnrapus, Taka 4e npouechbT no OBflacTABaHETO Ha
Tasu rpyna ga 3anoyHe olle C OnoBecTsiBaHEeTo Ha npoekta. OcBeH cbObMpaHeTo Ha
obpaTHa Bpb3Ka OT LerneBarta rpyna Ha npoekTa, NpecKoHMepeHUusaTa Cnyxm n 3a
OMNOBECTSIBAHE Ha OCHOBHaTa My LUen. B cobnbrctBawara Kpbrnata maca
3akrYmMTENHa NPeCcKoHGEepPEHLMs, y4acTUETO Ha NPeaCTaBUTENN HA XopaTta C peaKu
©onecTtn € oLle no akTUBHO, KAaTO Ha HESI ca NPeACTaBEHN HaN-BaXHUTE pe3ynTaTtuTte

OT NpoeKTa, Npe3 norneaa Ha HeroBuTe KpanHu noTpedutenu.

B pamkuTe Ha npoekTa ca npoBefeHn 0bLL0 YeTUpW rpynoBu OBacTsBaLLm obyYeHus.
3a ga gonbiHAT KbM 3HaHUATA Ha obyyeHuTe, ekcnepTuTe obyuntenn ca padoTnnu
N MHOMBUAYANHO NO 3asiBKM Ha KpanHO noTpebutenu, kato ca pellaBany akTMBHO U
CbBMECTHO MOCTaBEHWN aKTyanHU Kasycu, C KOeTo € NOCTUrHaTa peasnHa npoMsiHa B
XuBoTa Ha xopata ¢ Pb. TaxHata uen pga paswupar MHOpMUpaHoCcTTa U
pa3bupaHeTo Ha xopaTa C peaku 6onecTu OTHOCHO TEXHWUTE MpaBaTa 3a nogkpena u
HOBUTE TMOMOXEHWUST B CBbp3aHWUTE 3aKOHOBM ypeabu, 3a 3aKOHOBO ypeneHus

MexaHn3bM 3a noJjiydaBaHe Ha nonarawata WM Cce noakpena, crnopen
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nHamsuayarnHuTe UM Hyxgu, a rm OpueHTnpaT 3a ToBa KbM KOA MHCTUTYUNA B Kon
MOMEHT Ha WCKaHEeTO Ha noAdKkpera TpFIGBa Aa ce O6'praT, KakKTO MU OTHOCHO
orpaHnYeHunAaATa Ha nHgmnsuayanHuma m M360p N KOA UHCTUTYUUA MOXEe Oa HalloXu
TakmnBa. |/|36paHI/IFIT MozJers 3a cbopMleaHe Ha o6y-||/|TeneH eKkun C yyvyactme M Ha
eKCcnepTn OT MNnpaKkTunkKa, Xxopa C peaku ©onecTtun, KakTo u nnaHnpaHe Ha O6y‘-IeHI/IFITa
CbC c1>o6pa39|BaHe C U3ABEHUTE XKeJlaHUA N NpernopbKn B 06paTHaTa Bpb3Ka Ha

uenesaTa rpyna, gokasa cBosita epeKTMBHOCT B X0A4a Ha oby4veHusaTa.
O6y4eHuns 3a oBnacTaABaHe Ha Xxopa C peaku bonectu

MbpBMAT TakbB O0OyuuMTeneH ceMuHap ce nposexaa Ha 26-tm anpun 2020-ta
roamMHa ypes oHnanH nnatgopmarta Zoom, nopaau enuaemMmorniormnyHata ooctaHoBKa
B CTpaHaTta no ToBa BpemMe. Bogelwm Ha ceMmmnHapa ca OCBEH eKkcrnepTuTe B NpoeKkTa,
W NaumeHT C psako 3abonsBaHe, YNeH Ha KOHCYNTaTUMBHUSA CbBET Ha NpoekTa,
3aCTblMHKK 3a NpaBaTta Ha NauneHTUTE U AbNroroanLLeH akTUBUCT B N3rpaxgaHeTo Ha
MHGOpMUpaHOCT. CbabpXXaHNETO Ha ceMMHapa € nnaHnpaHo vpes3 obwmnte ycunus
Ha BogewmTe, KOMTO KOMBMHMPAT eKkcnepTu3a B 3aKOHOOATENCTBOTO Ha Penybnuka
Bbvnrapusa n npaktuyeckn onut B cdeparta Ha npobneMmmnTe, KOMTO Mora Aa Bb3HMKHAT

npun nHTEpakuunAaTa nauneHT-nHCTUTyUmn4d B CTpaHaTta.

Mo Bpeme Ha 0By4eHneTo e NpegocTaBeHa MHGOpPMaLIMS 32 OCHOBHUTE rapaHTUpaHu
npaBa Ha xoparTa C yBpexaaHusi B bbnrapusi n cBbp3aHm ¢ TaX criydaun 3a o6CbxkaaHe.
Ha yyacTHMuMTe e wu3npaTeH npeaBapuTENHO NOAroTBEH Habop OT y4yebHM
matepvanu, a no Bpeme Ha oby4yeHMEeTO e Cb3hafeHa LuMpoka Bb3MOXHOCT 3a
AMCKYCUM, BBNPOCK M paboTa No KOHKPETHWU oTaenHu cnydan. 70% oT yyacTHULuUTE
ca NoMbJIHUIN BBMPOCHMK 3a OLeHKa Ha 0By4YeHNETO, C KOWTO ce NpoBepsiBa HUBOTO
Ha 3HaHWs, cTapu U HOBOMPUAOGUTM, MO CbLOTBETHUTE TEMW, KAaKTO M ce cbbupa
obpaTHa Bpb3ka OT MPOTEKNOTO OOyYeHMe W MpPenopbku 3a creasawuTe OBe

oby4yeHus.

TaxHata obpaTHa Bpb3ka paskpvBa, Y€ OT Hal-ronisMa nonsa B CEMWHapa €
ANCKYCUATa 3a MpaBaTa Ha xopaTa C yBpeXOaHus, CBbpP3aHUTE WUHCTUTYLMU WU
AencTBalum 3aKoHWU. Ha BTOpo MSCTO € o6cbXaaHeTo Ha nHpopmaumara, cBbp3aHa
c npouenypute no saasaHe npen TEJIK, kakto n TemaTta 3a HacToAwmMTe (PUHAHCOBU
M couuanHuM rnomowmM 3a xopata C ysBpexaaHus. LlanoctHo, ydacTHuuuMTe B

0by4YeHMeTo CnodensaT, Yye KIoyoBa YacT OT TAXHOTO pa3bupaHe e 61no AaBaHeTo Ha



NMpPakKTU4eCKN npnumMmepun, KOUTo nomarart 3a pas6|/|paHeTo Ha NHavye HeACHNUTE TEKCTOBE
Ha 6'bJ'IF8pCKOTO 3akoHogartencTBo. PecnoHaeHTUTe ca eaQunHOoOYyLWHN, 4e 6boewwm
CcXoaHun o6yquM;| ca HanbfHO Heobxoaumn 3a XOopaTta C peaku 6onectn. Kato
npenopbkn OTHOCHO TeMUTe Ha TakKuBa ObaeLwm 06yLIeHVIFI, ce I/ID,eHTI/I(bI/ILI,I/IpaT

cnegHuTe obnacTtu:

v' Oby4yeHus, cBbp3aHM C Bb3MOXHOCTUTE 3a TPyAOBa peanv3auns

v' Oby4yeHusi, CBbp3aHn CbC 3arn0o3HaBaHETO C BCMYKM NALMEHTCKM OpraHM3auum
N MHUUMaTUBK, NOAKPENSLM XopaTa ¢ peakm bonectn He camo B Bbnrapus, a
neEC

v' Oby4yeHune unm KpaTKO PbKOBOACTBO C HACOKM KAaKBO €OUH YOBEK C Hackopo
yCTaHOBeHa psigka 6onect e gobpe aa npegnpmveme CTbhka no CTbhka

v' Oby4yeHune Ha TeMa AUCKPUMUHAUMSITA HAa pabOTHOTO MSACTO

v' Oby4yeHus 3a 3akoHa 3a coumanHuTe ycnyru, 3akoHa 3a 3akpuna Ha AeTeTo u
3akoHa 3a coumanHoTo nognomMaraHe

v' Oby4yeHus, cCBbP3aHO C Bb3MOXHOCTUTE 3a Ncuxoriornyecka nogkpena

v' Oby4yeHusi, CBbpP3aHO C MeaMKaMEHTUTE B rpuxkarta 3a xopa ¢ peaku bonectu

N TEXHUTE JOCTaBYULIN, CPOKOBE M NpobrieMn B cHabasiBaHeTo

MmeHHO obpaTHaTa Bpb3ka OT Tasn aHKkeTa CNyxu 3a paspaboTBaHe Ha

nocneapawmTte JenHOCTN B paMknte Ha EmpoweRare.

ToBa paskpuBa n TemaTa Ha BTOpusi oOyuuTeneH ceMuHap, nposedeH Ha 8-mu
asryct 2020-Tta roguHa, OTHOBO 4Ype3 nnatdopma 3a OHManH cpeLwn. To3n cemuHap
€ NpoAbIDKEHME Ha MbPBUHA, BOABXHOBEH OT MHOIOTO BBMNPOCKM Ha y4YacTHUUUTE M
TAXHOTO XenaHua aa nosyyaT owe MHdopMaums 3a npasaTa cu. B otroBop Ha ToBa
XenaHwe, BTOPUAT ceMmHap e hoKycrMpaH BbpXy Bb3MOXHOCTUTE 3a peanuampaHe Ha
nasapa Ha Tpyda Ha xopaTa C pefku 3abonsiBaHusi, NpPaBHOTO perynuvpaHe Ha
BKIMIOYBAHETO Ha XOpa C yBpexXaaHus Ha TpyAoBMS nasap U npeausBukaTencraaTta,
npeg KouTo Te Morat Aa ce n3npasaT s To3u npouec. Bogewm Ha cemmnHapa ca OTHOBO
ekcnepTuTe B NpoekTa, BTOpU uyreH Ha KOHCynTaTMBHUSA CbBET U YOBEK C PALKO
3abonseaHe n roct ekcnept ot JAMBA Bbvnrapus (nnatdopma 3a OCTbN Ha xopaTa

C yBpexaaHus 0O noaxoadawim paboTHu MecTa).

B ToBa 0OyyeHMe ca npeacTaBeHN Bb3MOXHOCTUTE, 3aKOHOBOTO YypexaaHe WU

paGoTelumTe NporpamMu 3a 3aeTocT 1 NpeanpueMadyecTBo 3a XxopaTta C yBpexaaHus 1
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3a HacbpyaBaHe Ha paboTogaTenu u 6e3paboTHM Nuua C TpaHWU yBpeXdaHus B
Bwnrapus, gokato ekcnepta oT KoHcynTaTUBHUS CbBET Ha MpoeKkTa, cnofenst onura
cM B NpodhecrMoHanHoTO peanuanpaHe W KasycW, Kacaewy nauueHTn B peaku

donecTu.

lonam uHTepec cpen yyYacTHUUMTE B OOy4yeHMETO € u3pas3eH Mo OTHOLIEHWEe Ha
nHoBaTuBHaTa npaktuka Ha JAMBA Bbbvnrapus. Mucuata Ha JAMBA e ga cbaenctea
3a paBHMA gocTtbn o obpasoBaHWe, HaTpynBaHe Ha KYOBU YMEHUS U
KOMMNETEeHUMN, KaKTO M 3a CTapT Ha Kapuepa 3a xopa C pasfiMiyHM BBH3MOXXHOCTMU.
MpepnaraHeTo Ha npodecuoHanHn oby4eHns, NOAXOAALLN 3a Xopa C YBpexXaaHus n
Bb3MOXHOCTTa C perncTpaumsi Ha oHnanH nnatgopmara, ga ce nosyvyasa 4oCTbN 4O
pabOoTHM NO3MLNK, CTPUKTHO BasmpaHn Ha HanNMYyHUTEe YMEHUS U TakuBa, 3a KOUTO CTe

KBaJ'II/ICbI/ILI,I/lpaHVI, Oelle egHa HOBa Bb3MOXHOCT 3a MHOMO OT ydactHuyuTe.

KakTo npu nbpBOTO 06yYeHMe, y4acTHULMTE B MMaT Bb3MOXHOCTTAa Aa Ce Bb3nonasat
OT npeaBapuTENHO MoAroTBeH Habop OT y4ebHWM maTepuanm U OT OTBOPEHOTO
NMPOCTPAHCTBO 3a AMCKYCMM, BBMNPOCU M paboTa Mo KOHKPETHW OTAENHM crydau.
O6y4eHMETO OTHOBO MPUKMOYBA C MOKaHEeHa KbM MOMbIIBAHETO Ha BBLMPOCHWK 3a
oLeHka Ha oby4yeHMeTOo, C KOWTO [a ce NPOBEPM HUBOTO HA 3HaHWUS, CTapu u
HOBOMPUAOOUTU, MO CLOTBETHUTE TEMMU, KaKTO U Aa ce Aafe obpaTHa Bpb3ka Ha
opraHusaTtopuTe. Boaeiiku ce oT Tasn obpaTHa Bpb3ka ca CbCTaBEHU NocreaBallumTe

o0y4yeHus.

CnogeneHaTta obpaTHa Bpb3Ka cref Kpasi Ha BTOpu o0y4nteneH cemmHap paskpusa
Han-ocTpa HyXga OT MHAOPMUPAHOCT OTHOCHO MpaeBaTa W npouenypute no
Bb3MoNi3BaHe OT BB3MOXHOCTUTE, MPEAOCTaBEHM Ha Xopa C YyBpexaaHus oT
ObnrapckuTe MHCTUTYUUKM, BLbB Bpb3ka C naHgemuaTta ot Covid-19. MNMopagn Tasu
npuynHa TPeTUAT obyumTeneH ceMuHap, nposegeH Ha 20-Tm gekemepu 2020-Ta
roguHa, e okycupaH BbpXy crneundunyHa, MHOro Heobxogmma 3a xopaTta C pegku
3abonsBaHna uHGoOpmauus, noabpaHa cnopen npobnemuTte, AeknapupaHu ot
pecnoHeHTUTe BbB BTOpaTa aHKeTHa KapTa B paMKMTe Ha npoekta. EauvH oT
BoJeLlnTe Ha ObyunTenHnsa ceMmHap e ekcnepT oT onuT ¢ paako 3abonssaHe, KOUTO
pobaessa n mMHpopmMaumsa no BBAPOC, KOWTO wmaeHTMduMuMpa KaTo KPUTUYEH 3a
YyCNewHOTO Wu3nu3aHe OT 34paBHaTa kKpu3a, a MMEHHO - npegumcteaTa U

HegocTaTbuuUTe HA pa3fmiM4YHNTE BNOOBE BAKCUHN. Mo BpemMe Ha o6yqumeTo aKTUBHO



e OMCKyTupaHa TemaTta 3a HoBudA 3akoH 3a couunanHute ycnyrn (3CY) un kakBo HOBO
npegnara To3uM 3aKOH CnNpsMO 3akoHa 3a coumanHo nognomaraHe, OTrOBOPHUTE
opraHu 3a peanusavpaHeTo Ha couunanHuTe YCryrm, Kom U npyu KakeBo YCroBusa Mma
npaBo Ha couManHun ycnyru, rpynmpaHeTo Ha coumanHuTe yenyrm B 3CY no pasnivyHu
Kputepuu, obwiunTe npasuna 3a nonsBaHe Ha couunanHuTe ycnyru, npegcrasmxa ce
coumnanHutTe ycnyru no oTtaenHn [erHOCTUM — WHopmauus, MnouckaHa ouwe oT
y4yacTHMUUTE B MbpBUSA 00yumTeneH cemmHap. [JonbnHuTenHo obCcbxaaHe B paMKkuTe
Ha ceMMHapa e LLeHTPUpaHo 1 OKOJSI0 BaXkHa MH(OpMaLMs 3a counanHiTe ycnyrm 3a
2021 r., HaumonanHata nporpama ,l[lpegoctaBaHe Ha rpuwxm B AOMallHa cpega’,
cneunanmsanpaHoTo TpaHCNoOpPTHO obBcnyXBaHe 3a xopa C yBpexaaHus B Codus,
couunanHuTe ycnyru Ha obLmMHMUTE B NogKpena Ha xopaTa € yBpeXxXaaHus rno BpemMe Ha
COVID-19 — 3akynyBaHe Ha HeobxoauMnUTE UM NekapCcTBa, XpaHa M 3annallaHe Ha
OuTOBUTE MM CMETKM, KakTo U 3akoHa 3a nuyHata nomouy (3J1M) 3a BkMYBaHe B
MexaHu3Ma nuMyHa nomoLll, mM3gageHa OT MUMHUCTbpa Ha Tpyda M couuanHaTta

nonnTuka.

Kakto npu npeguwHute obyyeHuss u 3a TpeToTo obOyyeHMe Ha yyacTHUuuTe e
npegocTaBeH NpeaBapuTENHO NOAroTBEH HAabop OT y4ebHM mMaTepuanu, a no Bpeme
Ha obyyeHMeTo e cb3gadeHa Bb3MOXHOCT 3a AUCKyCUW, BbNpocu M paboTa no
KOHKpPeTHM oTAenHu cnyvaun. KbM oby4eHNeTo e cbCTaBeHa U TpeTa aHKeTHa kapTa u
BBMPOCHUK 3@ OLleHKa Ha 0Oy4YeHWeTo, C KOWTO Aa ce NMPOBEPU HMBOTO Ha 3HaHWS,
cTapy M HOBOMPMAOOUTM, MO CLOTBETHUTE TEMW, KakTO M [a ce OTBOpW Mone 3a

obpaTtHa Bpb3ka OT y4acTHMUUTE.

YeTBBHLPTOTO NpPaKTUYECKO OOyYeHMe Mo npoekta e ocbliecTBeHO Ha 30-Tu man
2021-Ba rognHa, OTHOBO MOCPEACTBOM OHMaMH Bpb3Ka. T03M YeTBbPTU CEMUHAp €
Haco4eH KbM 0000LeHMe 1 3aTBbpXAaBaHe Ha Hay4YeHOTOo, KaTo Han-BeYye Lenv aa
OTroBOpY Ha HeobcCrnyXeHW Kasycu Ha Xxopa, 3acerHatv oT peaku 3abonsBaHus U
yBpexaaHud. B Hero kaTto naHenucTn yydacteaT BCUYKM JOCErawHn y4aCTHULM, KaTo
OHMNaWH cpellata AaBa Bb3MOXHOCT Aa Ce OUCKYTMpaT akTyaliHu 3a yYacTHuuuTe
BbNPOCKM M NOAPOBHO pasrnexaaHe Ha noctaBeHW kasycu. B obydeHneTo B3exa
yyacTve nauueHTU OT usnarta cTpaHa, Kato TemuTe KouTo Gsxa noBaurHatu 6sxa
CBbP3aHN KaKTO C Bb3MOXHOCTUTE 3a MpeanpuMemMayectBo, Taka U ¢ npobnemute
OKOJNO MeauUMHCKaTa eKcnepTm3a 3a HeTpy40oCnOCOOHOCT, NMPUCHLLM Ha BCUYKKN XOpa

C yBpexaaHus B bnrapus.
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BbB Bcsika ejHa aHKeTHa KapTa, Haco4YeHa KbM CbOMpaHeTo Ha obpaTHa Bpb3ka U

npenopbuKn OT UefieBaTa rpyna Ha npoeKkrta ca BKITHYEeHU U obwm BbMNpoCcn OTHOCHO

HYyXOWTe Ha nauueHTuTe C peaku Gonectm B Bbnrapusi, Taka 4Ye Te ga 6baat

agekBaTHO noAdKkpeneHn oT 6'bJ'IFapCKI/ITe UHCTUTYUUN U obwHocT U ga wumart

Bb3MOXXHOCT Aa ce Bb3nonsBaT oT HeobxoanmuTe yCcnyru, KOuTto a no3BonAT paBeH

CTapT, CaMOCTOATEJIHOCT U CaMoed)l/lKaCHOCT Ha nauymeHTuTe. C ornen Ha Tasu

o6paTHa BpPpb3Ka, eKuna Ha EmpoweRare M}J,eHTVI(bVIU,VIpa npegnoXxeHnAata, AaBaHU

Han-4ecTo OT ydactHuunTe B o6yqu|/|$|Ta. Tesun npennoxeHma 4ACHO NnoKa3Bat

JmnceawinTe 3BeHa B 6'bJ'IFapCKaTa cpena n n3pasdasat HyXXauTe Ha yd3BuMaTta rpyna

OT NauneHTn C peaku bonectu:

v
v

[a ce noBuwwn obuiecTBeHaTa MHOOPMUPAHOCT 3a peakute 6onectu

[la ce M3roTBM WHTErpupaHa npaBUTENCTBEHA MNporpamMa 3a NoaKpena Ha
XopaTa C peaku 6onecTtu 1 aa ce crneam 3a HEMHOTO U3MbITHEHME

[a ce no3BonM NO-LUMPOKO yvacTMe Ha nauueHTn B 3acejaHusita Ha
Komucusita no peakm 6onectn cbe cbBellaTeneH rnac

[a ce no3Bonn yyacTMeTo Ha naumeHTCKuTe opraHusauun B Bbnrapus B
N3roTBAHETO Ha odmuManeH perMcTbp Ha 3abonsaBaHuAaTa

[a ce opraHusnpaTt pegoBHW OOy4YeHWs 3a 3aCTbMHUYECTBO M rpaXkgaHcka
aKTUBHOCT

[a ce paswupaT Bb3MOXHOCTUTE B bbnrapusa 3a 6es3nnaTtHU reHeTU4YHU
n3cneaBaHusi, paHHO AuarHoCTUUMpaHe W U3cnefBaHusi, CBbp3aHn C
pa3paboTBaHETO Ha NleYeHus

[a ce ocurypu BB3MOXHOCT 3a ObpKaBHO (UHAHCUMpaHe Ha neyeHue B
4yxOMHa, Npu nMncaTta Ha TakoBa B CTpaHaTa

[a ce ob6ocobu oTaenHa CTpykTypa, OTroBapsillia 3a MHGOPMMPaAHOCTTa Ha
naumneHTuTe C peakm 6onecTn n xoparta ¢ yBpexaaHnsa OTHOCHO TEXHUTE npaBa
[a ce pa3paboTAT NCMeHU MaTepuann c icHa U KOHKpeTHa MHdopmauus 3a
npaBaTa Ha NauMeHTUTe C peakn bonecTu u xopaTa C yBpeXXaaHus

[a ce opraHnanpaTt pefoBHU NPOYYBaHUSA Ha HYXOUTE Ha NauMeHTU C PeaKu
donectu

[a ce paboTn 3a noBulLaABaHe aHraXXupaHoCTTa Ha fekapuTe KbM XxopaTa C

peaku 3abonaBaHus



v [a ce BHEOPAT HOBU I'IO-eq)I/IKaCHI/I counarniHm  ycnyrm 1 nogkpena,

cneunanmnanpaHdn cnopen Hyxxgute Ha Xxoparta C peaku bonecr.

YacT oT Tesu npennoXeHna — nogabpxXaHeTo Ha peaoBHU o6yqu|/|;|, N3roTBAHETO HA
I/IHCbOpMaTVIBHVI n O6y‘-IVITeJ'IHVI mMaTtepumanum, noBulaBsaHe Ha I/IHCbOpMI/IpaHOCTTa,
BbBeXOaHETO Ha ,D,O6p|/| NpakTukn B coumanHuTe ycnyrm s 51:.nrap|/|;| no npunmMmepa Ha
HyxXaou CTpaHu — Ca uesin, 3alrioXXeHn B paMKUTE Ha MPOoeEeKTa EmpoweRare. Moutn
BCUYKM OT OCTaHasnunte npensioxeHna OT CBOA CTpaHa, Ca AbJITOCPOYHU Uernn Ha
NMPOEKTHNTE NAaPTHLOPU B N N3BBBbH PaMKNUTE Ha NPOEKTAa. Ho BblpPEKN TOBA, o6paTHaTa
BPpb3Ka Ha y4YaCTHUUUTE B O6y‘-IeHI/I9ITa No3BOJIABA aKTyalIM3MpaHETO Ha MiiaHa Ha
AenHocTuTe B NpoeKTa EmpoweRare 1N nnaHnMpaHeTo Ha nocneasalin cbbutnsa n

aKTUMBHOCTHU, KOUTO Oa OTroBOpPAT NO-TOYHO Ha HYXOUTE Ha NauneHTUuTe.

OcBeH B W3MNbIIHEHMETO Ha NpeaBapUTENHO pasnucaHuTe OeNHOCTW, ekuna Ha
NnpoekTa yyacTBa W B [AOMbIHUTENHU WHULMATMBM HA MECTHM W €eBPONENCKu
opraHusaumm, Kouto npnbasuxa JobaseHa CTOMHOCT U 6Axa akTyanHu 3a uenute Ha
npoekTa. TakaBa nHuymatmea belue yyactmeto B PaboTHuM rpynu 3a AUCKYTUpPaHe Ha
3akoHa 3a couuanHute ycnyrm ,Coumaniun netobun®. MNpes mecew tonm 2020 rogmHa
ekunbT Ha EmpoweRare ce BknoyBa B Te3un rpynu 3a OUCKYTUpaHEe Ha 3akoHa 3a
coumnanHuTe ycnyru, MHULMMpaHn OT HeNpaBUTESNICTBEHN OopraHm3auumn padoTtewum B
cthepata. TaxHata uen e peaoBHO Aa 6baaT opraHMaMpaHu OUCKYCUU, Ha KOUTO
OTBOPEHO Aa ce obCchXaaT BakHM BbMPOCK 3a A0OPOTO M afekBaTHO NpunaraHe Ha
3aKOHa 3a couuanHuTe ycnyru, Taka 4ye fa ce Kopurmpart HegocTaTbuuTe U ga ce
npegnoxaTt edeKTUBHU PeELUEHUA Ha akTyanHuTe npobnemu, Taka 4e ga 6bae
Bb3MOXHO [OCTUraHeTo Ha epfHa p[obpe pabotewa cuctema. [oknagute oOT
npoBeAEeHNTE CpeLn MOXeTe Oa HaMepuTe Ha , B ceKkuus

BubnuoTteka.

Adpyra uvHuumaTtvBa, LUensuia 3acTbMHMYECTBO 3a MpaBaTa Ha nauuMeHTuTe Ha
€BPONencKo HUBO € Y4acTMEeTO B rpynaTta Ha NauneHTCKN NpeacTaBUTeNn 3aCTbNHULM
B EBponenckarta pedepeHTHa Mpexa 3a peaku HeBponornyHu 3abonssaHuna (ERN-
RND). HenH uneH ctanHa Hatanusa [puropoBa — pbkOBOAMUTEN HaA MPOEKTa, KaTo
npegcraBuTen Ha naumeHTuTe ¢ 6onect Ha XbHTUHITBH U OPYTrM peaKu HEBPOOrMYHU
3abonsBaHunda. bewe npeactaBeH u npoekta ,OBnactsaBaHe Ha Xxopa C pPeaku

bonectn“ a MHopmauma 3a Hero n NUHK KbM odumumanHna My yebcamT kayeH B


https://www.ngobg.info/bg/documents.html
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ctpaHuyata Ha ERN-RND. NoBeye 3a Tasu nHuuymatmea MoxeTe Aa npoyeTteTte Ha

yebcanTa Ha opraHmsaumsara.

MpoyuBaHe Ha HykAUTe OT YCNYru U NoAKpena 3a NauneHTn ¢ peaku 6onectu

Mo BpemMe Ha MnpoeKkTa Gewe HanpaBeHO U MNpoy4yBaHe Ha HyXAUTe OT YCIyrm u
noaKkpena 3a nauneHTn ¢ pegku Bonectn — oHNanH aHKeTHa KapTta, n3rotBeHa 4pes3
CbBMECTHUTE YCUITNA Ha YH4aCTHULUUNTE B NPOEKTa U I/IHTGFpI/IpﬁVIKI/I o6paTHaTa BpPpb3Ka
Ha cneumnanucTy B obnactra. Ta3m aHkeTa € Haco4YeHa KbM XopaTa C peaku donectu
N yBpexaaHud B Ldna E'bJ'IFapI/IFI, KaTo n3crnenBsa LWNpoK Ha6op OT aKTyaJiH1 BbIpPOCH,
CBbp3aHU C HyXXOUTE Ha XopaTa C peakn bonectn B 3Qpaseorna3BaHeTo, counanHaTta
N MKOHOMKU4YECKa NoJINTUKa, KOUTO BCe OLLie HE Ca nocpeLHaTn, BbNnpocnuTe, KOUTo He
ca 3acerHatM Ha OOLLEeCTBEHO HMBO, KakTO M OT NaUMEHTCKUTE opraHnsaumn wm
UAnoCTHatTa noAdKkpena, KOATO € HeoOxoauma Ha TasuM oOWHOCT, 3a ga morar
4YrieHoBeTE W Aa BOASAT MbfIHOLUEHEH XMBOT, Bb3MN0OM3BaNkn ce OT CBOUTE YOBELLKMU

npasa. Pe3ayntaTuTe oT NpoyyBaHeTo ca 0600LIEeHN B crieaBalluTe CTpaHULW.

B npoy4dBaHeTo kbM 30.07.2021r. ca B3enu yvactue 150 yyaCcTHMKa Ha Bb3pacT
mexay 18 n 58 rognHn — nsBagka, KoAaTo fobpe penpeseHTMpa nonynauymsata. Teau
y4yacTHMUM ca OT pasfiMyHM Manku u ronemu 6bLRArapckn rpagoBe; MHO3WHCTBOTO
(21.3%) ca xutenu Ha cTtonuuaTa, nocrnegsaHn ot 14.9% pecnoHOeHTU OT rpajg
BapHa, 10.7% ot byprac, kKakto M no HSAKOMKO fivMua OT MOYTU BCUYKM 0BnacTHM
rpagose B bbnrapus. Couno-gemorpadckute BbNPOCKM B NPOYYBAHETO paskpuBaT
owle, Ye Han-rongama 4acT OT pecrnoHAeHTUTE ca ONn3KM Ha Xxopa, cTpagalum oT psaKo

3abongaBaHe, KOUTO ce rpmxart 3a T4X:

@ nauueHT, ANarHoCTULMPaH C PAAKO
3abonsBaHe

10,6% @ npeacTaBuTeN Ha NALMEHTCKA OPraHu. ..
POAHUHA/TPYIKELL, CE 3a MaUWNEHT C ps...
/_ @ uoBek ¢ yBpexaaHe /apyro oT pAAKo 3...

@ couvaneH paboTHUK

@ 6nuabk Ha NaureHT ¢ psaako 3abonssa. ..
@ npencTasuTen Ha NaUMeHT ¢ pSAAKO 3a...
@ nauveHT ¢ pak Ha rbpaaTta

@ PogHuHa Ha naumenT ¢ auarHoza XOP...

Queypa 1. PasnpederneHue Ha pecrioHOeHmume CripsiMo mexHusi orum ¢ psioko 3abosisieaHe


http://www.ern-rnd.eu/new-epag-patient-advocate-for-huntingtons-disease-from-bulgaria/?utm_source=mailpoet&utm_medium=email&utm_campaign=ern-rnd-newsletter-september-2020

3abonaBaHMATa, C KOUTO OTroBapsALUMTE ca ce cOnbekBanu ca o6Lo 26, kaTo Hal-
YecTo OTroBapsAT nuua, cTpadaliyM OT WMM Tpuxellnm ce 3a/paboTely c nuue,
cTpajawo OT 6onect Ha XbHTUHITBH. [lpeactaBuTenUTE Ha  NALMEHTCKU

opraHusaummn ca oduwo 20.

Ha BbNpOC OTHOCHO BNUSIHNETO Ha 3abonsABaHETO BbPXY KAa4yeCTBOTO Ha >XMBOT,
26.3% OT yyacTHMUMTE OTroBapAT, Ye crnea agnarHosarta TAXHOTO NCUXMYECKO 34paBe
ce e BrowWwuno YyBCcTBUTESHO, owe 28.9% cnogensT, Yye coumanHuUsaT UM XMUBOT €
nocTtpagarn, CbLLO TOMKOBA Ka3BaT, Ye UM Ce € HaNoXuno aa npekapeaT 3HA4YNTESTHO
nosevye Bpeme y goma, a obwo 15.8% poknageart, 4ye ca 6unu npuHygeHu aa
HanycHaT paboTa unu yumnuuie B creactene Ha 6onectra. BnoweHoTo Ka4yecTBO Ha
XMBOT B pe3yntar oT 3abonsiBaHeTO Ce pasno3HaBa WU B KONMYECTBOTO BpeMe,
HeoOXoAMMO Ha nauueHTUTE U TexHuTe Onn3KkM, 3a [OeWHOCTW, CBbP3aHn C

AnarHosarta.

® ot 00 1vac

@ ot 1102 vaca
oT 2 0o 4 yaca

@ o7 4 o6 yaca

@ noseye o1 6 yaca

®ueypa 2. CpedeH bpoli yacose Ha OeH, omOesnsiHU om pecrioHOeHmume 8b8 8pb3Ka CbC 3aborigeaHemo u
Heao080mo se4yeHue

Bnunso 40% oT oTroBapsLMTE CNOAENAT CbLLO, Ye Ce HYXAAAT OT MOCTOSIHHA MOMOLL,
B exeaHeBMeTo cu. A noyTtu Bcuukm Te3n nuua (94.4% oOT HyxgaewmTe ce oT
eXXeaHeBHa rpwxa) AoKnaaBar, Ye 3a TAX ce rpukn pogHuHa. OcTtaHanuTe mManko Hapg,

5% ce Bb3nona3ear OT rpmkaTa Ha nnateH 6onHorneaauy.

Cnopepf o6W0OTO MHEHME, CpedHaTa OLUEHKa Ha OOCTbMNa 40 MEOULMHCKA yCcryrn B
AageHo HaceneHo mdacto e 7.87 no ckana ot 1 go 10, gokato cpegHaTta oueHka Ha
AoCTbNa A0 coumanHu ycryrm € gocta no-Hucka — 4.38. Tosn pesyntaT nokasea
cepuosHaTa nunca Ha nocregsawia rpwxka 3a xopata C pegku 3abonsiBaHus B

cTpaHaTa.

Ha Bvbnpoca ,,Cusamame nu, 4ye 6 bbreapus cbwecmeaysam 00CmMambyHO

nayueHmMcKu opeaHu3auuu 8 rosida Ha xopama, cmpadawu om pedku 3abonsieaHus "
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61130 nonoBuHaTa pecnoHaeHT — 48.9% - otroBapsT ¢ ,,He", npokato easa 23.4%
ca Ha MHeHVeTOo, Ye opraHumsauuuTe B bbnrapus ca gocratbyHo. EanHogywive ce
HabnogaBsa M no Bbnpoca danu B bbnrapms npaktukyBaT AocTaTbyeH Opou

cneumanucTu B obnactrta Ha peakuTe 3abonsBaHus:

® [a
@ He

He 3Ham

Ty

Queypa 3. MHeHue Ha pecrioHdeHmume omHOCHO docmambYHUsI bpou crieyuasucmu 8 obnacmma Ha pedkume
3abonsieaHusi 8 brreapus

MoBeue oT 85 % ot oTroBopurinTe cMdatart, 4e B 5bnrap|/19-| HAMa AO0CTaTb4HO

cneumanucTi B obnactrta Ha peakuTe Gonectn.

Mpn BbNPOCUTE, HACOYEHN KbM HYXXOUTE Ha NaUMEHTUTE Ha TAXHOTO paboTHO MSACTO
N ycrnyrmTte, Hacbpyasalm TpyaoBaTa MM 3aeTOCT, ce HabngaBa ocTpa Hyxaga oT
yBenuyaBaHe Ha NonuMTuKkMTE 3a paBHu ycnoBus. Llenn 58.8% oT pecnoHaeHTUTe
cnogensT, Ye He Non3BaT aganTupaHu NOYMBKM U TepaneBTUYHO Bb3CTaHOBsSIBAHE
BbB Bpb3Ka C guarHosaTa cu npes uanarta rogvHa. Egsa 28.4% nonsesaTt NoynBKku
vexay 8 u 14 gHn, a 11.8% - mexagy 1 un 7 gHu. Bbnpeku TtoBa, Hag 70% ot
OTroBOpPMNUTE Ha aHKeTaTa [OoKnagBaT, ve cnoped TaxX paboTHOTO MM MSACTO €
aganTUpaHo KbM HYXOUTE UM; eaMHCTBEHO 6% pasno3HaBaT paboTHOTO CU MACTO
KaTo HeaganTMpaHO KbM HYXXOMUTE M. Tean peayntaTu BOOAT KbM 3aKNHOYEHNETO, Ye
BEPOSATHO BCE Olle Obnrapckute naumMeHTU C peaknm Gonectn He ca marpagunm
OCb3HaBaHe 3a yCrioBudATa, KOUTO crieaBa Aa nona3saT Ha paboTHUTE CU MeCTa, 3a Aa

ce cnpaBAT onTMaJiHO CbC CBOETO 3abonsaBaHe.

OT BCUYKM yyacTHMUM B m3cnegpaHeTo, 630 nonosuHata — 48.9% - nuua ca ¢
odmumanHa oueHKa 3a HMBO Ha HepaboTocnocobHocT. [pu noBe4veTo OT TAX — 78.4%
- TOBa HMBO € paBHO unn no-eucoko Ha 70%, Ho eaBa 39.1% oOT oTroBapswmTe
cMm4TaT, Ye oduumanHaTa oueHka oTpassiBa peanHoTo UM cbetosiHme. Opyrn 43.4%

cM4TaT, 4Ye noctaBeHaTa UM OLEeHKa € TBbpAe Hucka, a 17.4% - 4ye e no-cKopo BMCOKaA.



CtaTucTukaTta nokassa oOLle, Ye Hemarsnko oT yqaCTHUUUTE Ce Bb3nosf3eaTt OT yCIyru
3a Hacbp4yaBaHe Ha 3aeToCTTa U (bI/IHaHCOBa noakpena, HO He 3a BCUYKMU TOBa €

JOCTaTbyHO:

MoHacToswem Bue (KaTo naumeHT ¢ paako 3abonasaHe) Uam cemenctsoTo Bu
MMaTe /i1 Bb3MOXHOCT Aa noJi3BaTe (oTbenerkere BCAKO BAPHO):

25
20
15

10
: | II i1 s
0

[OaHbyHKU obnekyeHus ®urHaHcoBM o6e3u.|,eTeva Bb3cTraHoBABaHe Ha I'Io,u,erna OT UHCTUTYUUU
pasxogu 3a CTapTUpaHe Ha
camocTonTesieH busHec

M [13, v TOBa Y4,0BNETBOPABA HYXKAUTE MU H [la, HO TOBa He yZ0B/IETBOPABA HYKAUTE MU
[a, Ho He M1 e HeobxoAMMO He, HO MU e HeobxoaMMO

B He, n He M1 e HeobxoanMo

Queypa 4. BbanonssaHe om ¢huHaHcoea rnookpena

HepocTtaTbyHaTa noakpena Ha xopaTta C pedkus 3abonsBaHWA MO OTHOLUEHWe Ha
TpygoBaTa UM 3aeTOCT € OTpaseHa 1 OT OTFOBOPUTE Ha PECNOHAEHTUTE OTHOCHO TOBA
fanu B bbnrapma gencteaT OOCTaTbyHO 3aKOHW M MPaKTUKM 3a HacbpyaBaHe Ha
3aeTocTTa Ha xopara ¢ TpanHu yepexaaHus: 100% oT oTroBopuTe Ha TO3M BBLMNPOC ca
,He“. Cblwo Taka, pecrnoHOeHTUTe ca [0 ronsmMa CTeneH ca HecbrnacHu C
TBbpAEHNETO, Ye B bbnrapus 3akpunata oT gUCKpuMMHaums B cdepaTa Ha nasapa
Ha Tpyda e rapaHTupaHa B Kogekca Ha Tpyda — faZleH € OTroBOp CPpeaHO 2 OT BCUYKU

yyacTHuum no ckana ot 1 go 5.

Mo oTHOWeEHME Ha HanuyHata UHopmaumsa 3a JOCTbMHUTE MELULUMHCKU TPUXK, ce
oKasBa, Ye BCe Olle He e m3rpageHa JOCTaTbYyHO BMCOKA MHAOPMUPAHOCT cpen
nauneHTuTe ¢ peakmn 6onectn. 57 % oT pecnoHAeHTUTEe LOKNaABaT, Ye He 3HadAT Ha
KakBW yCrnyrn 3a Bb3CTaHOBSIBaHE M pexabunuraums umaTe NpaBo ako CTe 34paBHO
ocurypeHo nuue. 3a 34% OT TAX [MaBHUAT WM3TOYHWK Ha MHGOpMauMs 3a
3abonsgBaHeTo, feYeHMeTo W NOoCrneacTBMATa OT JleYeHMeTo ca 34paBHUTE
crneumanncTu B 6ONHUYHUTE 3aBefeHuns, 3a OLle TOSKOBa NUua rMaBeH N3TOYHUK Ha
MHpopmaumnsa ce okasBa MHTepHeT, a 23.4% OoT nauneHTuTe ce mHdopmupart oT

CbOTBETHATa naumeHtcka opraHmsaums. OctaHanute 6nu3o 8% nonyyasar
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nHdopmaums oT 6rm3km 1 poaHuHU. CboTBeTHO, Hag 50% OT yYacTHMUUTE oLeHsiBaT
HanmMyHaTa obwoaocTbNHa MHopMaLMs 3a 3abonsBaHeTo Ha 6bNrapcku e3rk KaTo

abcontTHO HegocTaTbyHa:

@ abconwoTHO HefocTaTbyHa

@ Hanwuna, Ho TpyaHO AocTbnHal
oTKprBaema

AocTarbyHa U NECHO A0CTbNHA/
oTKpuBaema
@ He com yenan/a na okTpus

obuwogocTbnHa nHopMaums 3a
3abonaBaHeTo cu 4o TO3M MOMEHT

Queypa 5. OuyeHka 3a Hanu4yuemo Ha obuwodocmuriHa UHopmayus 3a 0adeHo 3aborisisaHe Ha 6bri2apCKu e3uK

Ouwe no-kpacHopeumnBo e cnoaensHeTo Ha 59.6% oT pecnoHOeHTUTE, Ye He cMATaT,
ye Te UMM aKLEeHTbLT, 3a KOroTo ce rpwxaT, noflydaBat HeobXxoaAMMNTE MeaNLNHCKN
rpwXxu, 3a Ja ce cnpaBsaT CbC cUMNTOMUTE Ha 3abonsiBaHeTo. MNpuunHUTE, HAa KOUTO

Te oTAaBaT TO3N HEAOCTUT HA MeANLIMHCKN TPUXKN Ca:

v/ He CblUeCTBYBa fe4YeHne Ha 3abonsiBaHeTo

v/ npouecbT Ha fieyeHne Ha 3abonsBaHeTo e CrpsiH

v' HeobxoaMMOTO neveHune 3a 3abonsiBaHETO He e AOCTBLMHO Ha TepUTopUsTa Ha
Bbnrapus

v' HeobxoaMMOTO fneyveHune 3a 3abonsiBaHeTo He € (OMHAHCOBO MOCTUXMMO

v/ CbCTOSIHUETO Ha NauueHTa Ce Hernmwxupa oT CTpaHa Ha MeaWUMHCKUTE
crneumanncTu

v/ nNcBa MHTEerpupaHa MeavumMHCKa rpuka 3a ctpagawmre oT 3abonsiBaHeTo

v/ nMnceaT cneunanucTy B obnacTtta Ha 3abonsBaHeTo,
KaTo Han-4ecTo NocoYBaHaTa NpMYMHa e nbpeaTa.

Ot Bcuukmn otroBopunn 74.5% ca Ha MHeHueTo, Yye B bbnrapus xopata C pegku
3abongBaHuA He nonyyaBaT LOCTaTbyeH AOCTbM OO0 crneunanuanpaHn nevyedHu
3aBefeHunsl, a No TeXHW NPenopbKU, acnekTute, B KOUTO Obrrapckute MeauuuHCKu
WHCTUTYLMN Ce HYXOAAT OT Hal-ronsiMa onTMMM3aums nNpu fiekyBaHeTo Ha NauneHTm

C penku 3abonsiBaHus, CTeNeHyBaHu cnope eAVNHOAYLIMETO Ha PECrnoHAeHTUTe, ca:

v' OunarHocTtuumpaHe Ha 3abonsiBaHeTo (59.6%)



v" KoHcynTaumm cbe cneumanuctu B obnactta Ha 3abonsBaHeTo (53.2%)

v' TpaBWTENCTBEHN W HENPaBUTENCTBEHM 3a (PUHAHCOBO MOAMOMaraHe Ha
xopara ¢ peakv 3abonsasaHma n TexHuTe 6nmskm (48.9%)

v' KoopavHauust mexay MeauUMHCKUTE §Nuua, aHraXxupaHu C TecTupaHe Ha
3abonsiBaHeTo (46.8%)

v Tcmxonorumyecka nogkpena Ha naumeHTa (46.8%)

v' Obnek4yaBaHe Ha afMMHUCTPATUBHOTO OBCNy)XBaHe, CbMbTCTBALLO JIeYEHMETO
(38.3%)

v’ Hanuuve Ha cneuuanuaupaHu ycnyrm 3a pexabunuraums u uHTerpauus
(36.2%)

v TpeBeHuus Ha 3abonsBaHeTo (25.5%)

v' PaswupsiBaHe Ha npakTukaTa Ha cnabo pasnpocTtpaHenu (B cTpaHaTa) meToam
Ha neyeHune Ha 3abonsaBaHeTo (25.5%)

v LleHa Ha MeanUMHCKUTE yCryri 3a TpeTupaHe Ha 3abonsiBaHeTo (21.3%)

[pyro ycrnoeue, OT KOeTO W3criedBaHMTe nuvua CrnodensT, 4e uMaT Hyxada, e
noakpenarta 3a agantupaHe Ha xunuiie — 34% crnodensT, Ye He ce Bb3NnonasBaTt oT

TakaBa nogkpena, a nMmat Hy>XXga OT He4.

lWlo ce oTHaca p[o ncuxo-couuanHata nogkpena, OTHOBO ce Habnwogasat
HeonTUMUCTUYHN oTroBopu. 80.9% OT OTroBOpUnMUTE Ca Ha MHEHMWE, Ye NauneHTUTe C
peokn 3abonsiBaHna B bbnrapua He nonyyaBaT KadecTBeHa McUxorormyecka
nogkpena B npoueca Ha rnedyeHune, Makap n 66% oT nuuata ga ce Bb3nonsesart oT
ycnyrmte Ha coumaneH paboTHuk. CblieBpemMeHHO, eaBa 6.4% OT nauueHTUTe He
CMATAaT, 4Ye HanMuYneTo Ha cneyunanuanpaHa coumnanHa noakpena u ycnyru 3a TAXHOTO

psgko 3abonsBaHe, 61 nogobpuna CbCTOAHMETO M KAYEeCTBOTO MM Ha XXMBOT.

Ha Bbnpoca 4o Kou coumanHun ycnyru uMaTt 4oCTbM B CBOETO HAceneHo MACTo, 23.4%
CNoAdensaT, Ye € HanuMyeH AOHEBEH LEHTbP, HO HUKOW OT OTrOBOPUNUTE HE ce
Bb3MOM3Ba OT TakbB; B HaceneHnte mecta Ha 19.15% oT oTroBapsawmMTe € Hanu4yeH
LEHTBbP 3a coumnarnHa nHTerpaumnsa n pexabunuraums, kKato eaBa €anH pecrnoHAEHT ce
Bb3nonaea ot HeroBuTe ycnyrm n 14.9% poknageart, Ye B TAXHOTO HaceneHo MsiCTo
MMa Bb3MOXHOCT 3a COLMOKOHCYNTUpaHe. 25.5% OT pecnoHO4eHTUTE CMOAENAT, Ye B

TEXHUA rpaa nMa un gpyrum ycrniyriu, Ho camMo gBama ce Bb3nosi3Bart OT THX.
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OrpomHa 4acT oT pecnoHaeHTuTe — 87.2% He ca 3ano3HaTu ¢ ToBa ganu B bbnrapus
€ HanuyeH ekcrnepTeH LEHTbp 3a TAXHOTO psaako 3abensaHe. CpegHaTa oueHka,
AageHa 3a obmeHa Ha WHGOpMauMs OTHOCHO peakuTe 3abonsiBaHna Mexay
pasnuyHMTe goctasyunum Ha ycnyrm e 3.79 no ckana ot 1 go 10, a cpegHaTta oueHka

3a otgenHu ycnyru B bbnrapmsa , oTHoBO no ckana ot 1 go 10 e:

v KoHcynTauwmu ¢ obuionpakTmkyBall nekap — 5.32

v" KoHcynTaumm cbc cneuynanuct B cdoepaTta Ha pegkute bonectn — 4.72

v' CbBMECTHU KOHCYNTaLUun, Ha KOUTO NIeYEHNETO MOXe Aa ce 06cbam ¢ noBeye
oT egHo nuue — 3.11

v KoHcynTauwmm ¢ ncuxonor — 3.15

v' KoHcynTauun/npouenypu ¢ pexabunutatop — 3.51

O6warta oueHka 3a TOBa KOMKO TPYAHO € 3a nauueHTuTe fa CbBMecTsiBaT
rnocellaBaHeTO Ha BCMYKM Cneunanmanpann yecrnyrm u rpuxmn 3a TaXHOTo 3abonsiBaHe
e 6.60. Obwo 61.7% oT pecnoHaoeHTUTE cmdATaT, 4ye Ouxa  nonyuymnu no-

BNCOKOKa4€CTBEHO Ne4YeHne Ha pAaAgKoTO CH 3abonsiBaHe U3BbH Ebnrapvm.

EnHa oT cekumnTe B NpoyyYBaHETO Ce OTHacs A0 MPOMEHUTE B Ha4YMHaA Ha >XMBOT C
psako 3abonsBaHe, npeau3BukaHn oT naHgemuaTa ot Covid-19. 57.4% ot
OTroBOPUNUTE CNOAENAT, Ye HEe UM € OCUrypeHa OT AbpXaBaTa Bb3MOXHOCT 3a
B6e3onacHo cHabasBaHe ¢ xpaHu U nekapcTtea, 8.5% cnogensT, 4Ye Makap 1 TakaBa fa
€ OCUrypeHa, T He € JocTaTbyHO, eABa Marnko Hag 25% pfoknageart, ye Takaea
NnoMOLY, MM € OCuUrypeHa U TO B AOCTaTbYHO KONMM4ecTBo, a 6.3% cnogenart, ye
nogobHa nomouw, He MM e Heobxoaumma. [lo OTHOLIEHMe Ha AomallHaTa rpuxa,

OTroBopuTe OTHOBO Ca pasnpeagesrieHn no aHanorm4eH Ha4vnH:

® 02, v M e HeoBxoguma
® na, Ho He My e HeoBxoauma,
He, HO MW & HeoBxoaumMa

® He, a vu e HeoBxoanma

Queypa 6. [Jocmbn 0o domawHa epuxa ro speme Ha Covid-19 naHdemusima



CwobLo Tana, Hemarka 4acT OT u3crnegBaHuTe nuua cnogenar 3a CﬂyanI, B KOUTO UM
Ceé € HallioXuno fa nponycHat MeauunHCKa rnpouenypa uin OOMHNYHO NeYeHne no

BpemMe Ha NnaHgemMudTa.:

@ 1a, no moe cobeTeeHO peLueHue
@ 12, no npenopbka OT MEOULIMHCKO NNLE
He

Q@ueypa 7. Cnyyall, 8 KOUMO Ha MayueHmMume ce Hamaza da fporycHam fiedeHue ro epeme Ha naHoemusima

CblUeBpPEMEHHO, NaHAeMusaTa MMa U CBOWUTE MNCUXO-CouUManHu nocneguun, KaTto
76.6% OT pecnoHAeHTUTe CrnoaensaT, 4e cnef HadvanoTo Ha naHaemusita, He
nonyyasaT MO-BMCOKA MCUXONOrMYecka nogkpena B npoueca Ha crnpaBsiHE CbC
cumMmnTomMmTe Ha 3abonsaBaHeTo Cu, Makap 1 TakaBa ga um e Heobxoguma. 12.8% ot
y4yacTHUUNTE OENCTBUTENHO Ce Bb3Non3BaT OT TakaBa Nnogkpena, nopaau Hyxaute

cn, 10.6% cnogensT, Ye He ce HyXXAasT OT TakaBa noakpena.

MHO3MHCTBOTO OT pecnoHaeHTuTe — 53.2% - goknageaT CblUo, Ye cred HayanoTo Ha
naHgemMmusaTa, He UM € OCUrypeH OOCTbM A0 agekBaTeH 3anac oT Heobxogummte 3a
nevYeHMeTo UM nekapcTBa U MeLULUMHCKU NPOAYKTU, KaKTO W npeanasHu cpencrsa

cpeLuy 3apassisaHe ¢ COVID-109.

[MocnegHaTa KOHKPETHO HAacoYeHa CeKkUMSa C BbNPOCKU B NPOyYBaAHETO Ce OTHacs A0
NPeX1BsBaHETO Ha AUCKPUMMHALUMSA OT CTpaHa Ha NaumneHTUTE U TexHuTe 6nmaku. MNo-
ronaMata 4act oT Tax — 60.5% -cnogenATt, 4e He ca CcTaBanuM XepTBa Ha
ANCKPMMUHALUMA, a Te3n, KOUTO BCe Nak ca umanu nogobHo npexuBsiBaHe ce

cbnbckBaT € ONCKpUMHMHaUuMA B cneagHnte ycrnoBua:

v" UHTerpaums B obiHocTTa (26.2%)

v' HaemaHe Ha pabota (19%)

v" [octbnHocT Ha cpepaTta (14.3%)

v' Ooctbn oo meamumHcka rpmxka (14.3%)
v' Ooctbn oo coumanHa noakpena (9.5%)
v' Ooctbn oo obpasoaHue (2.4%)
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V' YnpaxHsiBaHe Ha rpaxaaHcku npaea (2.4%)
v' Opyro (40.5%)

Tbi KaTo NPOyYBaAHETO MPUKIHOYBA C HSAKOMKO Bb3MOXHOCTM 3@ PECnOHAEHTUTE Aa
cnogensaTt uHdopmaums, 3a KOSATO He ca NONUTaHM B NpeaxoaHu BbNpocu 1 Aa gagart
npenopbkn 3a nogobpsiBaHe Ha rpwxaTta 3a NnauneHTu ¢ peakm 6onectn B bbnrapus,
Ha 6a3a Ha TeXHUTEe OTroBOPU, MOXe [a ce 0606LWAT Han-4eCToO NOCOYBAHUTE YCNYTK,

OT KOUTO OBLLHOCTTa ce HyXOaée:

<

NHpopmmpaHe n koHcynTupaHe (69.9%)

Tepanua n pexabunutauus (63%)

O6yyeHusa/nogkpena 3a npugobusaHe Ha ymeHus (34.8%)
3acTbnHUYeCTBO M nocpeaHnyecTBo (23.9%)

[HeBHa rpmxa (19.6%)

AcucteHTcka nogkpena (15.2%)

O6wHocTHa paboTa (6.5%)

CoumanHa uHterpaums (2.2%)

AN NN VU N N N N

®duHaHcoBa noakpena (2.2%)

PecnoHgeHTute ca npubnuantenHo paBHO roToBM [a Ce Bb3MNon3saT OT NoA00HM
ycrnyrm kakto B gomawHa (54.3%), Taka n B cneumanusnpaHa (52.1%) cpega. Io-
KOHKPETHUTE MpPeasioKeHNss Ha pPeCnoHAEHTUTE OTHOCHO noJobpsiBaHETO Ha

MeOVLMHCKOTO M couunanHo obrpmkeaHe Ha xopaTa ¢ peaku 6onecTu BKMoYBaT:

v/ OTBapsiHe Ha cneywanu3vMpaH UEeHTbp CbC CNeumannucTn, KouTo ca
KOMNEeTEeHTHM 1 Jobpe 3ano3HaTh cbC 3abonsiBaHeTo.

JocTtbn Ao cneyunanuavpaHa pexabunuraums.

NHTerpupaHe Ha paboTata Ha OTAenHWTe AOCTaBYULM Ha YChyri.

BesnnatHo ocurypsiBaHe Ha nekapCTBEHW NPOAYKTU U NEYEHUS.

[ocTaBka Ha nekapCTBEHV NpoayKTu A0 AoMa.

NN

OnekoTsiBaHe Ha aaMUHUCTPATUBHUA MpoLeEC MO rpmxarta 3a nauneHTa.

Bcuukm Te3an gaHHM nokasBaT ocTpaTa Hyxaa OoT nogobpsiBaHe Ha rpwkaTta 3a
nauneHTuTe ¢ peaku 3abonsBaHms B MeOULMHCKK, NCUXO-CoumaneH N MKOHOMUYECKU
acnekt. Kato Habonenun npobnemun, No KOMTO NpeacToun Aa ce paboTn u cnep kpasa Ha
HaCTOALLMA NPOEKT, ce 060cobsiBa MHTerpaumsTa Ha OTAENTHUTE eKcrnepTu, paboTeLm

C nauneHTuTe B pa3fiMd4HU paMKn, KakKToO U OCUTypABaHETO Ha noBe4e eKCnepTHU



KaZpu U LeHTpoBe 3a oTAenHuTe 3abonsiBaHus. Heobxoanmo e oLle 3acuneHo ncmxo-
coumarnHo KOHCyNnTMpaHe, BbBEXOAHETO Ha NO-e(PeKTUBHI 3aKOHU 3a OCUTYpsIBaHETO
Ha paBeH CTapT Mo OTHOLLEHME Ha TpydoBaTa 3aeTOCT Ha NauMeHTUTe, KakTo U Bce
oLle — pa3npocTpaHsiBaHe Ha MHopMaLUus 3a peakuTe 6onectu cped obLLecTBOTO 1

MeanUunHCKUTE Jinua.
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KroyoB enemMeHT B NOCTUrAHETO Ha NPOEKTHUTE Lenv 3a oOMeH Ha Jo0pu NpakTUKn
B MO-pa3BUTU MO OTHOLUEHME Ha rpmxarta 3a ysa3BUMU rpynv eBponenckn abpxasu e
YCTOMYMBOTO CbTPYAHUYECTBO C YyXKOeCTpaHHa opraHM3aums, KoaTo e cnocobHa aa
npeanoXun HaTtpynaHW npakTUyYeckn 3HaHus. TykK ngsa MSCTOTO Ha M3KYUTENHO
LeHHMS B NpoekTa EmpoweRare napTHLOP - HOPBEXKNAT pecypceH ueHTbp FRAMBU.
FRAMBU e Haun-roneMmaT LEHTbP 3a KOMNETEHTHOCT 3a peaKku AnarHo3m B cTpaHaTa
1 KonabopauusTa ¢ Kosfiern oT Hero AeMoHCTpupa, Ye B Hopeerns Bb3aMOXXHOCTUTE 3a
rpwxka 3a xopa, cTpajawu OT peakm OonectM e pasfiMyeH C nomouwTa Ha

HenpaBUTENCTBEHN OpraHmn3aumn.
Kou ca FRAMBU?

FRAMBU e paunarHoctnyeH ueHTbp B Curepya,

ocHoBaH npe3 1955 roag., 3aHMmaBaw, ce C

ANarHoCTM4YHa, coumanHa u uscrnegoBaTesicka : \%
OENHOCT. CvbpaHaTa ypes n3crnegBaHus (/P
MHGOpMaUUa ce pasnpoCcTpaHsiBa cped xopaTa C R -

penku AnarHosu, TEXHUTE 6nn3Kn n FR A M BU

npodecuoHanHa cpeaa. PasnuyHurte cneumnanucTu
B LEHTbpa ce CTpeMAT aa [onpuHecaT KbM
Cb3gaBaHETO Ha MNo-NbJIHOLUEHHa obCTaHOBKa 3a
xopaTa C peaku 3abonsiBaHusa 1 a UM NOMOrHaT [a BOAAT XUBOT B CbOTBETCTBUE CbC
COBCTBEHMTE WM XeNnaHus U Hyxau. 3aToBa cpeq KI4yoBUTE OCODEHOCTM Ha
FRAMBU e, ye Tam ce npeanara nHTepancuuninHapHa rpuxa 3a geua, Mragexu v
Bb3pacTHu C¢ Hag 400 pasnuyHn Buga penku anarHosm, Kakto M NOMOLL 3a TEXHUTEe

cemMeWncTBa 1 xopaTta, KOMTO yyacTBaT B rpwkaTta 3a TaX.

FRAMBU penctBa OT no3uvumsiTa Ha YaCTHa HenpaBUTESICTBEHA OpraHn3aunsa KOATO
ocurypsiBa MsICTO 3a cpewa Ha xopa C peakm OGonectu, TEXHUTE CEMENCTBA U
npodecrnoHanHn goctaBunum Ha ycnyru. NpuoputeTnTe Ha LeHTbpa ca ga ce gage
Bb3MOXHOCT Ha [JeuaTta, HOHOWWUTe, Bb3PacTHUTE U TEXHUTE CemMencTsa da ce
cnpaBAaT no-gobpe c penkute 60MecTM U ga XMBEAT B XapMOHUSI C TEXHUTE

CbCTOSIHME, CbOGPA3HO C TEXHUTE CTPEMEXKMN U HYXIW.



LleHTbpbT Mma noBeye oT 25-rogvwieH onuT B CbbupaHe, paspaboTBaHe W
pa3npoCTpaHeHne Ha 3HaHUS 3a pefKku M HENO3HaTK YBpeXOaHuUs Ha nuua c peaku
3abonaBaHe, TexHuUTe cemenctea u npodecnoHannctute. FRAMBU npepoctaesa
Tesn ycrnyrm Ha npegcrasutenun Ha nosedve oT 500 pasnuyHu pefku 3abonsBaHuS.
ToBa cTaBa 4pe3 obLWwMpHa M LeneHacovyeHa nporpama 3a KypcoBe, KOHcynTauum u

HanbTCTBaHe, AOKYMEHTaUud, Hay4dyHouUacregoBaTeriCka 1 pa33|/|T|/u71Ha pa60Ta.

Camarta uctopuss Ha FRAMBU c HenHuUTe BnevatnsBaliy MHOBATUBHU MPaKTUKN U
CTEMEH Ha rpaXKgaHCKo yvacTue, 4eMOHCTPUPAT KakBO LEHTbPbT MOXE Aa HU Hayyu
Nno NbTA KbM OBNACTSBaHETO Ha efHa ysa3BMMa rpyna, KakBaTo ca nauneHTuTe ¢ peaku

donecTtu:

v' LleHTbpbT ce 3apaxaa ¢ nomollTa 3HaunTenHa Aobposonyecka nHmumMaTmea u
paboTta Ha uyneHoBeTe Ha Cblo3a Ha paboTHMUMUTE cren BolHaTa

v' N3rpageH e kaTo 3apaBeH LEeHTbP, POKycUpaH BbpXy peakute bonectu npes
1975 .,

v' OYHKUMOHMpPA KaTo MbPBOTO MSICTO 3a CpeLM Ha xopa C peaku Gonectw,

4YfieHoBe Ha cemencTBaTa UM 1 npodecnoHanncTn ot 1994 r.

OT camMOoTO CM Havano UeHTbPbT paboTn 3a oOBfacTaBaHe Ha xopata C peaku
3abonsiBaHNA C aKTMBHOTO MM BKIOYBaHe B OOCHLXOAHETO W NNaHWpaHeTo Ha
aenHoctute. LUeHTbpbT € ronsam, OyHKUMOHANEeH U HanmbiHO OOCTbMEH 3a xopa C
yBpexaaHua. OtroBaps 3a pabotaTta ¢ Hag 450 peaku guarHosm — kaTto M3nonsea
pasHoobpaseH WHTepAuCUMNIMHapeH MOAXOoA NpwW nogkpenarta Ha cemencrtsara.
OCHOBHUM NpuHUMMIM Ha paboTa B UeHTbpa: [puxa, HacodeHa KbM CEMEWNCTBOTO,
npaktuka, GasvMpaHa Ha 3HaHWeTo, carnyToreHesata M oBfacTdBaHe (3gpaBHa

negarorvka) u yyactue Ha notpedurenuTe.

Cnyxbute Ha MMWHUCTEPCTBOTO Ha 34paBeornas3BaHeTO M COUManHUTE TPUXK
pasnpenenaTt puHaHcupaHeTo 3a LleHTbpa, a AnarHosuTe, 3a KOUTO PecypCHUAT
LueHTbp oTroBaps, ce onpeaenat Ype3 NAURD. dokycbT u pamkarta 3a pabotaTa u
npegocraBaHuTe ycnyrm oOT LleHTbpa ca onpegeneHn OT  HaUWMOHANHOTO
3akoHogatenctso. FRAMBU pa6otu ¢ 72 gywm noctoaHeH nepcoHan (70% ot Tax
NpodeCcnoHanunCcTn, NPsiKo aHraxupaHu B npegocTtaBsHe Ha ycnyrm) n ¢ 200 gywm

rnepcoHarn ¢ NpekbCcBaLLo HaeMaHe (3a NeTHu narepu).

PepoBHaTa genHoct Ha FRAMBU ce cbcTOM OT:
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OOyunTenHn Kypcose

JleTHn narepu

OpuveHTupaHe 1 pa3BuTHE Ha eKkcrnepTusa
NHpopmauna n komyHukaumus

M3cneaBaHus 1 nHosaumm
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HaumoHanHn un mMexayHapoaHu BU3UTNU U CbTpyAHUYECTBO

MpodecmoHanncTn, Kakto U MEeCTHU U perMoHarnHu JOCTaByMUM Ha YCryrn CbLUO
MoraTt fa KaHaugaTtcTBaTt 3a ycnyru 3a opueHTtupaHe (c paspaboteH cdopmynsp 3a
KaHguaaTcTBaHe). ToBa JONMBbIHUTENHO yBenvyaBa 6asaTa Ha NO3HAHWA Ha MECTHO
HMBO, CBbp3aHM C OuarHo3uTe, Ha KOUTO ce MNpedoCTaBAT ycnyru M nomara 3a
ynecHaBaHe Ha paboTata Ha MecTHaTa Mpexa oT npodecnoHanuctn. OBMKHOBEHO
KaHOuMaaTcTBaT MECTHM / permoHanHn npogecmoHannucT n JOCTaBYMLUM Ha YCnyru,
HO M acoumauum Ha notpebutenn. EkmnbTt Ha FRAMBU cbuwo gonpuHacs 3a
pa3npoCTpaHEHNMETO Ha 3HaHMs 3a peakn 3abonaBaHus cpeq yyunuwara wu

yYeHUUUTE Ha BCUYKM HMBA Ha obpasoBaTtenHaTa cucrema.
UHdopmaumsa n komyHukaums

PecypceH ueHTbp FRAMBU ce okasa noneseH napTHbLOp B npoekta EmpoweRare,
TbI KAaTO KbM MOMEHTA Ha 3ano4YBaHETO My BeYe pasnosiara ¢ AbSIroroguilieH onuT B

Cb34aBaHETO U pa3rnpocTpaHAaABaHETO Ha NO3HaHUA 3a peaKkuTe bonecTu, KouTO ca:

v' CbBpeMeHHU 1 6asnpaHn Ha NpMHUMNUTE Ha 6a3npaHa Ha 3HaHWe npakTuka
v' Pa3bupaemu 3a Wwmnpoka ayautopms
v CBbp3aHn Cc TemMum M npobnemm, KOUTO ca OT 3Ha4yeHue 3a naumeHtute /

NbpBUYHATa Lenesa rpyna
MpuHocbT Ha FRAMBU

lMpakTuyeckata nonsa OT CMNOAENEHOTO 3HaHWEe Ha PECYPCHUSA LEHTbp TPyAHO 6u
Morna ga ce pestomupa, HO BCe Nak OTrOBOpUTE Ha ydacTHUUUTE B OOy4MTenHuTe
ceMmnHapu Ha npoekta EmpoweRare npegoctaBaT sicHa obpaTHa Bpb3ka 3a TOBa
KONKO HyxHa e konabopauusta ¢ FRAMBU. ETO 3awo, ekcnepTute, BKMNOYEHN B
npoekta EmpoweRare, paboTtat akTMBHO BbpXy maeHTMdMUMpaHETO Ha gobpute

HOPBEXKN MPAaKTUKN N nHoBaLnn, KOUTO Morat ga Obaar npeHeceHn Ha 5bnrap|/|;| n



Aa Cb3aaaaTt OCHOBa 3a yCTOIZ‘-lI/IBO CbTPyAHNYECTBO B obnactrta Ha peaknuTe bonectu

mMexay HalnTe CTpaHu.

3a cbXaneHue, OEVHOCTTA Ha pPECYPCHUS LEHTbp  CEepuo3HO 3acerHata oT
naHOeMUsATa: BCUYKM KypPCOBE U NOCELLEHMS B LIEHTbpa ca OTMEHEHU, cYuTaHo ot 13
mapT 2020 r., BCUYKX NEeTHM Nnarepy B Nepuoa lonm — aBrycT CbLUO Ce OTMEHST, KaTo
TOBa e NnpeLeaeHT B UCTOpUATA Ha LieHTbpa. [o-ronsma yacT oT nepcoHana paboTar
OT BKbLUW, LIENUAT KOHTaKT C NauueHTUTe U NpodecnoHanucTuTe ce ocbLLEecTBsABa
OHMaliH, a Makap ¥ KypcoBe 3a eNeKTPOHHO 0by4eHne ca OTBOPEHM M OOCTbLMHU 3a
BCMYKWU, T€ Ca CaMO Ha HOPBEXKW e3UK. Bbnpocu u 3anuteBaHus OT NaLUEHTU U
crneumanucT ce oTNPaBaT Mo TenedoHa UM no enekTpoHHaTta nowa. Benyko ToBa
Bb3NPensaTcTBa OCbLLECTBABAHETO Ha MbpPBOHAYanHUs noetaneH nnaH 3a obMeH Ha
[06py NpakTUKK B pamkuTe Ha npoekta EmpoweRare, Ho 1 cb3gasa npeanocTaBKku

3a I/1306peTFIBaHe Ha HOBW Ha4YHU 3a KOMYHUKaLUnA Mexay napTHbOPUTE B NPOEKTA.

Hanpumep, kKorato ca HeobGXxoaMMKW KOHCynTauuwm, Te Ce W3BbPLUBAT OHMaWH OT
npodgecnoHannctute Ha FRAMBU — mMexaHn3bM, KOUTO Ce N3Non3Ba 1 npu cpewmTe,
06Bbp3aHu ¢ npoekTta. OpraHmsnpaHn ca yebuHapu, rpynoBu UCKYCUN U CEMUHAPKU
no cuctema 3a BuaeokoHpepeHumn. FRAMBU HenpekbCcHaTO akTyanuampa yebcanta
cu ¢ nHdopmaLms 3a BMpyca u pegkute 3abonsBaHus, KaTto NpeaocTaBs U NonesHn
BPb3KM KbM PasfnyHM MEOULMHCKA WMHCTUTYLUMM KaTo HOpPBEXKUS MHCTUTYT 3a
obLiecTBeHO 3apaBe M HopBexkaTa anpekumns no 3gpaseonasBaHeTo. IMEHHO TO3u
Obp3 nNpexon OT AEMHOCTM Ha XMBO KbM aKTUBHO AUrMTANHO OoByyYeHue u OHnamnH
cbbuTna cTaBaT NpuMep 1 3a No-rbBKaBUTE METOAM Ha paboTa no oBfacTABaHETO Ha
yassumuTe rpynu B bbnrapus. CbBMecTHO ce paxga u mgeaTta 3a no-mawabeH
ABYCTpaHeH yebuHap, OCbLLECTBEH B CNELMAnHO NPOEKTUPaHa 3a LennTe Ha npoekTa
nnatgopma, KOATO Aa MO3BONWU MMaAKOTO NMPEMMHABaHE Ha peguvua npeseHTauum,
OTBapSIHETO Ha AUCKYCUKM cpen wnpokaTa nybnunka, o6ocobsaBaHeTo Ha Manku rpynu,
cnopen WHTepecuTe Ha  yyacTHMUUTEe, WHOMBMAyanHata KOMyHMKauus U
HaBpeMeHHuA npeBog. lNoseye nHdopmaums 3a obmeHa Ha JOBPY NPAKTUKM N 3HAHUS

B paMKuTe Ha To3n yebuHap e gageHa B cneapallaTa Cekumsl Ha HapbyHUKa.



napTHbOpCTBOTO n o6MeH Ha ,D,Oﬁpl/l NPaKTUKN KaTo METO Ha OBJlacTsdABaHe

Mo Bpeme Ha npoekTa, ca MaeHTUPUUMPaHN N ONMCaHU HSKOJTKO OOOpWU NPaKTUKK ,
KouTo Bmxa Ounm NpuoXUMM B KOHTEKCTA Ha Halwlata cTpaHa, KoMTO ca nogpobHO
npegcrasenn B [loknag 3a gobpu npaktuku. ToBa ca nogxoaa 3a eTanHus Mogen Ha
paboTa Ha peCypCHUS LLeHTbpP, HACOYEeHUTE OHSarH KypcoBe 1 00ydeHnsa uenswm aa
3ano3HadaT cemMencTeaTta cTpajalin OT rpynu OT pedku 3abondBaHUsa C TEXHUKM 3a
crnpaBsiHe U caMonoMoLL, 1 NeTHUS obyunTteneH narep. [NposeaeHnaT Ha 27-mu n 28-
Mu pbeBpyapu 2021-Ba roanHa AByCTpaHeH yebuHap, CbLWo OTBOPU AUCKYCUATA Ha
peovua gobpu npakTUKM B afeKBaTHOTO MOCPpeLlaHe Ha HyXAUTe Ha nauueHTu C
peaku 6onectu, KOUTO Ca BHeLpPeHU B coumanHaTa W 3akoHogaTeriHa cuctema Ha
HopBernsa ot roanHn Hacam. [JonbAHUTENHO KbM TOBA, Ye npouechbT Ha paboTa Ha
FRAMBU no Bpeme Ha Covid-19 naHgemundaTta crnyxu 3a npumep Kak morat ga ovaar
NPO4bIMKEHN AENHOCTMUTE MO OBfacTsBaHe Ha xopaTa C peakn 6onectu Jopu B Tasu
OesnpeueneHTHa OOCTaHOBKA, €KMNBbT Ha LEHTbpa YCMNewHo npeaoctaBs Ha
Obnrapckute naumeHTn, rpmwkewm ce 3a 6nm3km c pegkum bonectn, pasnuyHn
npodecmnoHanuncT, NPeAoCTaBsALWLM YCIyrn Ha Xopa C yBpeXaaHusa U 3acTbnNHUL M 3a
npaBata MM — y4yacTBalWM B MaAUMEHTCKM OpraHusaumm wunu paboTewm
CaMOCTOATENHO, MHGOopMauMsa U NpuMepu OT npakTukaTa Ccu npes3 nocrnegHuTe
AeceTuneTusi, KOMTO ca KaTanuMsaTop Ha peguua npouecu no OBnacTsABaHETO Ha
ObnrapuTte, Xuseewm ¢ pagko sabonsisaHe n JOCTUraHeTO A0 NpoMsHa, Heobxoanma
3a agekBaTHata MM rpmwxa B MEOULUMHCKM, coumaneH U MCUXONOMMYEeCcKn MnaH.
3anucute oT [BycTpaHHMS ceMuHap, MoxeTe Aa rnegate B YouTube kaHana Ha
npoekTa, a BCUYKM MaTepuanu ¢ nogpobHa uHdopmaumsi OTHOCHO AENHOCTTa Ha

napTHbOpa Ha oduumanHus yebcanr:


http://www.empowerare.eu/

MHcTpymMeHTapuym 3a oBnacTABaHe

B ponbnHeHue kbm ctaHosuue, koeto EURORDIS (EBponerickata opraHmsauuns 3a
peaku bonectun) nsgasa Ha 23.04.2021 OTHOCHO MPUOPUTU3UPAHETO Ha NauneHTUTe
C penku 6onecTtun KaTo rpyna B 3apaBeonasBaHeTo (MO-KOHKPETHO Mo NoBog eTanute
Ha BakCuHauus), opraHmsauusaTa paspaborsa matepmarnu, KOUTO BCEKM eOuH NauneHT
caMm MOXe Aa M3noni3ea B MHUUMATMBWU 3a NPOMSHA Ha MONUTUKW, U3rpaxgaHe Ha
WHAOPMUNPAHOCT U BIIUSIHUE HaJ NPaBUTESNICTBEHN (M HE CaMO) PeELLEHs, CBbP3aHu C
pegknte 3abongaBaHus. KamnaHusta ce Hapuda #Resoltions4Rare kamnaHus m e
Haco4YeHa KbM OCbLUECTBABAHETO Ha Pesonouusta, noctaHoBeHa oT OOWOTO
cbbpaHne Ha OOH 3a cnpaBsiHe C Npeau3BuKaTencTBata Ha XxopaTa C peaku
bonecTtun, CBbp3aHM C TEXHUTE YOBELLUKW NpaBa, ys3BMMOCT, COLMANiHO BKOYBaHE U

pPaBEeHCTBO.

CneuynanHo M3roTBEHUAT WUHCTPYMEHTapUyM, OT KOMTO Aa Ce Bb3Mon3BaT BCUYKK
naumMeHTun C XXenaHue Aa 3actaHaT 3ad MHMuyuaTtmMBaTa U ga npeacraBaT obuHocTTa
npen ObpXaBHW ynpaBHUUKW, Meann n obwarta nybnuvka, e nybnukyBaH Ha canTa Ha
opraHusaumsaTa. Tonm e noaxodsiy 3a u3non3eBaHe BbB BCsKAa CTpaHa uneHka Ha EC,

cnepn noaxoAsil, NPeBo Ha maTepuanuTe.

#Resolution4Rare WHCTpyMEHTM W MaTepuanu ca OGesnnatHM U MmoraT ga ce
n3nonssart OT BCekn. IHCTpyMeHTUTe ca npegHasHayeHu ga gagat Bb3MOXHOCT Ha
XopaTa, XuBeewm ¢ psigka 6onect, TexHUTe ceMencTBa, rpynuM OT FPaK4AHCKOTO
obLiecTBo 1 obulecTBeHOCTTa Aa O6baaTt YacT OT MeXAyHapoAeH NpU3nNB, NpUKaHBaL,
abpxasute-duneHkn Ha OOH pga npuemat pesoniouma Ha OOH npean kpas Ha

roguHaTta. lanonassante mMaTtepuannTe BbB BCUYKMN KaHalnn B counarnHnTe megun.

Bcekn mecel Lie ce kayBaT HOBW WHCTPYMEHTM Ha noseye e3uun. ToBa e obLlo

ycunve. Beceku rmac nma 3HayeHue!

ETo 3awo, bwrieapcka XbHMuUH2mMbH Acoyuayusi N3roTBu NPeBo Ha BCUYKU Te3n

NHCTPYMeHTW. Te ca pasnpeaeneHn B TpU KaTeropum:



MonesHun maTtepunanum

n HCTPYMEHTU Ha aABOKaTa

MomowHM maTtepuanu, Ypes KOMTO NauMeHTUTE C peakn donectn morat aa O6ACHAT
Ha nNuaepuTe B CBOSAATa AbpkaBa, 3aLl0 € BaXXHO Aa npumart pesontoumsta Ha ObLwoTo
cbbpaHne Ha OOH. B kpasi Ha HacTosiLaTa Cekuusi € NpunoXeHa u NbnHaTa Bepcusa

Ha BCEKN MHCTPYMEHT — Bpb3KaTa, ouBeTeHa B 3€J1€HO Le Bu otBege tam:

. - 0boOlleHMe Ha MpuHUMONTE U UenuTe Ha

peLleHNeTo;

[ ] -
NMMCMO, KOEeTO J1IeCHO MOXe fia ce NpoMeHn, Taka 4Ye fa Obae noaxogawo 3a
nanpawiaHe Ha numua n MHCTUTyuunn, OTroBOpHUN 3a BHACAHETO Ha NpomMeHun B

bbnrapus;

U - I'IO-I'IOD,pO6HO onncaHne Ha noNn3nTe Ha
peweHneTo n TaxHaTta uenec1:o6pa3HO0T, KOeTO Ada npuapyxu nucmata Ao

MHCTUTYLUUN N TEXHU NpeacTaBUTesn.

MHCcTpyMeHTH 3a Bpb3Ka C Meaum
MaTepuann, KouTto AaBaT Bb3MOXHOCT MNaUMEHTUTE Aa Ce CBbpXaT C MECTHU n
HaUMOHaNHW MeAUNHW NpeacTaBUTENU, KOUMTO Aa Pa3npoCTPaHAT MHdopMauus 3a
MHUUMaTUBaTa. TsX MOXeTe Ja HaMmepuTe OT CreaHUTe BPb3KU:
. - cbobOLweHne Ha HIMO
KomuTeTa no peakm 6onectn, EBponerickata opraHnsaumsa 3a peaku 6onectu
n MexayHapogHaTa opraHusaumnsa 3a Pegku 6onectv oo meguute ¢ npusne
KbM npucbeanHsiBaHe kbM PesontouunaTta Ha OOH 3a npomoTupaHe v 3alumTa

Ha YOBELLKWUTE NpaBa Ha xopaTa C peaku 6onecTu.

MHcTpyMmeHTH 3a Bpb3Ka ¢ obwara nybnuka
KpaTku cboOLEeHnss 1 Npu3nBM, HACOYEHN NOTEHUMANHO KbM BCEKM €OUH, KOMTO Ou

Ce BKIo4un B HMUMatTmBaTta - BCAKa nogkpena € oT 3Ha4YeHue.



CnogensanTte Te3un mMaTtepuanum B counanHute megnun u egnH ¢ apyr:

OTHOCHO MHCTpYMeHTapuymMa #Resolution4Rare

MpucbvegmHeTe ce kbM #Resolution4Rare! NpusosaBame cTpaHuTe ga npyemart
pesontounsa Ha OOH 3a nuuarta, xuBeewm ¢ #RareDisease. NoceTeTe
@rarediseasesint @eurordis @ngorarediseases 3a maTepuanu 3a 3aCTbNHUYECTBO

M KOMIJIEKT 3a counanHun Mmeaunun, 3a ga pasrpocTtpaHnTe KaMnaHuATa.

CTpaH mua € UHCTPYMEHTHU

https://www.rarediseasesinternational.org/resolution4rare/

MpucbeamHeTe ce kbM nNpusmBa 3a pesontoums Ha OOH! @eurordis
@rarediseasesint & @ngorarediseases cTapTypaT CTpaHuuaTa C UHCTPYMEHTH
#Resolution4Rare. sanonssante MHCTPYMEHTUTE U KOMIMIEKTa 3a counanHn Meguu,

3a [Ja ce CBbpXeTe C NonuMTuumMTe 1 Aa pasnpocTpaHuTe MHopmaumsaTa.

HoBu maTepuanu Lie ce KayBaT BCEKN MeCeLl,.

https://www.rarediseasesinternational.org/resolution4rare/

UynTte HawwuTe rnacose! O6LWHOCTTa Ha NuuaTa, xuBeewm ¢ #RareDisease, nsanckea
BHMMaHue oT TexHuTe cTpaHu un #UnitedNations. MNMpuckeanHete ce kbM

#Resolution4Rare !

M3nonssanTte MHCTPYMEHTUTE, 3a a pa3npocTpaHuTe nHopmaumsara n ga ce
CBbpXeTe C NonmTuumTe.

https://www.rarediseasesinternational.org/resolution4rare/



https://www.rarediseasesinternational.org/resolution4rare/
https://www.rarediseasesinternational.org/resolution4rare/
https://www.rarediseasesinternational.org/resolution4rare/

MonesHun maTtepunanum

WckaTe nu ga ce npucbeamHuTe KbM npusmea 3a pesontoumna Ha OOH? NMoceTeTe
CcTpaHuuata ¢ MHCTpyMeHTu #Resolution4Rare. HamepeTe nsobpaxeHus,
nyGnvkaumm 1 nucma ot counanHu Meauu, 3a fa ce CBbpXKeTe C NonuTuumTe.

macwbT BU ce 6pou!

MoceTeTe @rarediseasesint @eurordis & @ngorarediseases

https://www.rarediseasesinternational.org/resolution4rare

OTHOCHO xopaTa ¢ peaKu 6onecTu n TeXHUTe ceMeucTea

300 munuoHa gywim xmeedar ¢ #RareDisease. 300-Te MUIIMOHA N TEXHUTE CEMENCTBA
Ce HyXdaaT oT BKNtoYBaHe B OOLLECTBOTO M 3a4nTaHe Ha TEXHUTE YOBELLKU Npasa.
MpucveamHeTe ce kbM #Resolution4dRare. bbaeTte 3acTbnHUUM 3a #HumanRights 3a
BCUYKN.

Komnnekt nHctpymeHTu: hitps://www.rarediseasesinternational.org/resolution4rare/

OTHocHO npeactaButenute Ha OOH n nonutTuyuTe
ObpxxaBute-uneHkn Ha OOH nogkpenaTt npuauea 3a pesontounsa Ha OOH.
NHdopmupante Bawwnsa npeacrasuten Ha OOH kak egHa pesontouns Moxe ga

noBnnsae BbPXY XMBOTA Ha xopaTa, xueeewm ¢ #RareDisease. #Resolution4Rare

https://www.rarediseasesinternational.org/resolution4rare/

Bcsaka abpxaBa nma 3HaveHume. Beekum rnac ce 6poun. Npuame 3a Bcnykm 193
abpxasu ot O6woTo cbbpanne Ha OOH ga npuemat pesonouuns OTHOCHO nuuaTa,
xuneewm c #RareDisease. ObbpHETE Ce KbM HaUMOHANHUTE BMacTMu.

HamepeTte wabnoHHo nucmo - #Resolution4Rare

https://www.rarediseasesinternational.org/resolution4rare/



https://www.rarediseasesinternational.org/resolution4rare
https://www.rarediseasesinternational.org/resolution4rare/
https://www.rarediseasesinternational.org/resolution4rare/
https://www.rarediseasesinternational.org/resolution4rare/

Bpeme e. #COVID19 e nsoctpun cbLyecTByBalLMTE HEPABEHCTBA B
3[4paBeonas3BaHEeTO, KaKTO MU counanHuTe N MKOHoMmnyeckuTe. 3a aa usrpagmm no-
cnpaBegnvem obLwecTsa, UMamMe HyXaa OT peLunTenHn 4ENCTBMUS, 3a Aa OTFTOBOPUM

Ha HYXOUTe Ha XoparTa, XuBeewm ¢ #RareDisease.

#Resolution4Rare

https://www.rarediseasesinternational.org/resolution4rare/

lMokaHaTta 3a #HumanRights BuHaru e cnewHa. Npr3mMBbLT 3a BKNHOYBAHE HUKOra He
TpsbBa Aa Yaka. [oBopeTe C NonMTUUMTE U HaunoHanHuTte npeactasmteny Ha OOH.
MpucbeguHeTe ce kbM @rarediseasesint @eurordis @ngorarediseases. NpuamB 3a

pesontouuns Ha OOH npes 2021 r.

NHcTpymeHTn Ha #Resolution4dRare

https://www.rarediseasesinternational.org/resolution4rare/

MpucbegmHeTe ce KbM npusnea 3a pesontoums Ha OOH oTHOCHO nuuaTa, X1uBeeLum
C peaku 3abonseaHna n TexHute cemenctea npes 2021 r. Rare Diseases
International, KomnteTbT Ha HENpaBUTENCTBEHUTE OpraHmn3aumnm 3a peakn 6onectun u

EURORDIS ctaptupaT cTpaHuuaTa ¢ MHCTpYMeHTH # Resolution4dRare.

lMNMoceTteTe: https://www.rarediseasesinternational.org/resolution4rare/

#Resolution4Rare #LeaveNoOneBehind

@rarediseasesint @eurordis @ngorarediseases


https://www.rarediseasesinternational.org/resolution4rare/
https://www.rarediseasesinternational.org/resolution4rare/
https://www.rarediseasesinternational.org/resolution4rare/

MonesHun maTtepunanum

O6bwoTo cbbpaHne Ha OOH cbbupa 193 HaumoHanHn AbpxaBu. To € B cecus
npes usnaTta roguHa, 3anodBamku npes centemepu. Pesontounnte Ha UNGA
OoTpassiBaT CTeneHTa Ha MeXOynpaBUTENCTBEHO cropasyMeHue, eBOSuusa Ha
noniMTMyeckaTa ngeu u CbCTOSAHMETO Ha rnobanHoOTO CbTPYAHNYECTBO NO AajeHa

Tema.

ObwoTto cbbpaHne Ha OOH pabotn upe3 wecT [NaBHM KOMUTETA, KOUTO

N3NbliHABAT NoO-rofidsMata 4act OT pa60TaTa CK OT cenTemMBpun OO0 AeKeMBpu:

v' MbpBu komuteT: Ob6e3opbxaBaHe U MeXayHapoaHOCT
BTopu komnteT: IkoHOMMKa 1 douHaHCK

Tpetn komuteT: CoumManHoCT, XyMaHUTapmM3bM 1 KynTypa
YeTtBbpTU KOMUTET: CneumanHa nonutmka n AekonoHmnsaums

MeTn komuTeT: AaMUHUCTPAUUS N BroaKeT

AN NN N

LLectn komuteT: MNpaBo

Pesonounata Ha OOwoto cvbpaHme Ha OOH oOTHOCHO cnpaBsHe C
npeausBuKaTencTBa Ha XxopaTa, XMBEeWM C pedkn 3abonsiBaHUA U TEXHUTE

cemencrtBa (Pesontouna otHocHo NPE) ca npeacrtaBeHn ypes TpeTust KOMUTET.

Bcnukun gbprkaBu-4neHkn nmaT noctositHHo npeacrasmutencteo Ha OOH - Hewwo kaTo
,MOCOSCTBO" - NpeacTaBnaABaT TEXHUTE MHTepecK B eHepanHaTta obuia cpewa B Hio
Wopk. B TpeTus koMUTeT BCAKa AbpXKaBa-yneHka e npeAcTaBeHa oT eAVH UK noBeve
ANNSIOMaT - HapU4aHu oLle ,ekcnepTu* unm ,cbBeTHUUM® - oT NoCcTossHHaTa MUcKUs
Ha OOH.

Te3an cbBeTHUUM OT TpeTns komMuTeT paboTAT 3aegHO 3a paspaboTBaHETO U
npMeMaHeTo Ha pesonoumn. Te ce cpeliaT npe3 OKTOMBPY M HOEMBPW, 3a Aa M
npuemMar KaTo NPOEKTM 1 NpenopbYanTe rm Ha nrneHapHoTo 3acegaHme Ha OOH. Cnep,
TOBa MfIEHYMbT ce cbbupa, 0OMKHOBEHO B cpefaTa Ha AekeMBpwW, 3a Aa pasrneaa
npenopbkn 1 ga npueme pes3oniouunte, B KOWTO MOMEHT Te cTaBaT Pesontoumm Ha
OOH.



PesonouuaTta otHocHo PB e odwmumanHo BHeceHa B OHEBHUSA pen Ha Tpetua
KOMUTET OT CbBETHUUM OT NMOCTOSIHHUTE npeactaBuTencTtea Ha bpasunua, Katap m
WcnaHusa npes 2021 r. Te goroBapsaT CbAbpXXaHUMETO My CbC CbBETHULUM OT TpeTus
KOMUTET OT OpYyrn ObpXXaBu-urfieHku. Bceku we ce CBbpxe C HaUMOHAanHOTO Cu
npaBuTENCcTBO, 3a Ada nonyyat ogobpeHve fanv fa nogkpenat npueMaHeTo Ha

pes3onuna nin He.

Te noaabpXXaT BPpb3Ka C MI/IHI/ICTepCTBOTO Ha BbHLUHUTE pa60T|/|, Tbi KaTO TO € TOBQ,
KOeTO ornpeagend TexHna mMaHpar. Ho ToBa MUHUCTEPCTBO Ha cBOW peno Moxe Aa
NMOnUCKa CTaHOBULLETO Ha MVIHI/ICTepCTBOTO Ha 3paBeorna3BaHeTo nnn

MI/IHI/ICTepCTBOTO Ha counarnHmnTe BblpoCn.

I'IonyanaHeTo Ha noaKkpenata Ha MWUHUCTepCcTBata Ha HauMOHaliHO HUBO €

crnegoBaTesiHO KIMKYOoBO B npoueca, U ce Hy>KaaeM OT BallaTa nomot!



MonesHun maTtepunanum

NMokaHa 3a pe3ontouusa Ha O6woTo cbbpaHne Ha OOH oTHocHO CnpaBsiHe ¢
npeamM3BMKaTericTBaTa Ha Xopara, XXuBeewm ¢ peakm 3abonsaBaHusa U TexHUTe

cemMeucTBa

LLlaBnoHHO Nncmo 3a YneHoBe Ha Me>+<,quapo,D,HaTa opraHmnsauua 3a pegku donectu

MHCTPYKLUMK 33 n3npaulaHe Ha ToBa NUCMO:

v AKo umaTe Hyxaa oT AOMbIHUTENHa MHdOpMauus, 3a ga ua3npatuTe ToBa
NMMCMO O CBOUTE HaUMOHaNHU opraHn, uanpartete umenn Ha Knapa Xepsac,
MEHMOXbP 3a Bpb3kM C obuwecteBeHoctta (EURORDIS / RDI):
clara.hervas@eurordis.org

v LleneBa aygutopusi: HauMoHanHM BacTu, kato Hanpumep MUHUCTEPCTBOTO Ha
3gpaBeonassaHeTo, MMHUCTEPCTBOTO Ha BbHLLHUTE paboTu, MMHUCTEPCTBOTO
Ha couunanHuTe BbNpocu unu MoctoaHHOTO npeactasutenctso Ha OOH ot
Bawarta ctpaHa.

v MoxeTe ga agantvpaTe CbAbPXXaHUETO Ha NMCMOTO, KaKTO XenaeTe, Taka ye
TO Oa Bkno4yBa BaweTto cobcTBeHO noro, popmynupoBka, AaHHUM WU T.H.,
0COBEHO aKo He CTe HauMoHareH anumaHc.

v' U3TpuiiTe Tasm ctpaHuua, gobaBeTe noanuc n TpaHchopmMupanTte AOKyMeHTa
B PDF cnepn pepaktupaHe.

v" TpenopbYBame KbM TOBa MMCMO Aa NpuUKadnTe KoHUenTyanHaTa 6enexka Ha
KamnaHusTa (HannyHa e Bepcusa Ha Word).

v' Mons, nicpopmmparite Knapa Xepsac 3a Bcsika 0OpaTHa Bpb3ka, nonyyeHa ot

HaLMOHaNHUTE BNacTu (NoNoXuTenHa unm otpuuaTernHa).

Bnarogapum Bu, ye yyactBaxte B KamnaHusaTa 3a pesontoumnsa Ha OOH!



[MME U AOPEC HA NOJNYYATE/A]

OTHocHoO: VckaHe bbnrapua ga nogkpenu npuemaHeTo Ha Pesontoums Ha O6woTo
cbbpaHne Ha OOH 3a cnpaBsiHe C npeau3BuKaTencTBaTa Ha xopaTta, XMUBEELU C

peakum 3abonsaBaHnsa U TEXHUTE CEMENCTBA

YBaxaemu [Ume],

Muwa Bn ot [MMETO HA BALWATA OPIFAHUSALINA]. MNoseye ot 350 000 aywm ca

3acerHaTtu ot pagko 3abonsasaHe B bwnrapus n okono 300 munnoHa B ceeTa.

MoBeueTo Xopa, XuBeelun ¢ pAaKo 3abonsBaHe No cBeTa, ca B nepudepusaTa Ha
06LLLECTBOTO, HEPA3MNO3HAaTK, 3aKNeMeHn U AMCKPUMUHUPaHU. Te ca uanpaseHu npen,
HepasbupaHe Ha MHOroM3MepHUTe npPeau3BUKaTeNncTBa, KOUTO 3acsAraT BCUYKU
acrnekT Ha TEexXHWUs XUBOT, OCBEH 34paBeTo. Te ca YAa3BMMO HaceneHue B
MCUXONOTNYECKN, coLManeH, KynTypeH U MKOHOMUYECKM acnekT, KOeTo e U3NpaBeHo
npea AUCKPUMMHAUMA U cneundudHM nNpeausBuKaTencTsa B 3[paBeornasBaHeTo,
obpasoBaHMeTo, 3aeTocTTa U cBOOOAHOTO BpeMe. Bb3aencTBmeTo cunHo 3acsara u
TEXHUTE CeMelcTBaTa Bb3NPENATCTBA TAXHOTO aKTMBHOTO yyacTue B 0OLEecTBOTO,

NPUYUHSIBaNKM NOBULLEHO 0bedHsiBaHe 1 M3onauums.

Tasn cneunduryHa KOMOMHaUMA OT YA3BMMOCT, M3KNOYBaHE M HECnpaBeanmnBOCT e
npuyvMHaTa npegus3BuMkatesnicTBata Ha Xxopata C pegkm 6Gonectm ga 6baat
No3nLMoHMpaHn KaTto npobieMm Ha NpaeaTta Ha YoBeka Ha rnobanHo HMBO 1 Aa 6vaaTt
pasrnegaHn B pamkmte Ha [lporpamata Ha OOH 2030: Llenute 3a yctonumeo
pa3BuTME, B CbOTBETCTBME C NpUHLUMNA ,[4a HEe OCTaBsiMe HMKOro 3af cebe cu“ n ga

ce CTpeMuM Aa QOCTUIrHEM Hal-ganey Hasag.

3a ga ce ocurypu 6narocbCTOSIHUETO Ha XopaTa, XuBeewwm ¢ peaku donectu, e
HeobxooMmo AbpxaBuTe-yneHkn Ha ObwoTto cbbpaHne Ha OOH ga HacbpuaBaT
KONMEKTUBHO MEPKUTE, KOUTO ca MYyNTUAUCUMUNIIMHAPHKN, USNOCTHU U HACOYEHU KbM
NIMYHOCTTA M KOUTO OCUrypsiBaT HeAUCKPUMUHALMSA U Bb3MOXHOCTU Oa gonpuHecaT

3a o6OLLecTBOTO.

OKypG)KeHVI CMe OT BHMMaHMETO, KOEeTO NMOCTENEeHHO Cce OTAeNIA Ha XopaTa, XnBeeLln

C peoku 6onectu, ot CTpaHa Ha HalleTo NpaBuUTEesICTBO U OT CTpaHa Ha BCE NO-roJidm
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Gpon gpyrm npasuTenctesa no ceeta. B gonbnHeHue, naHgemuaTa Ha COVID-19
nogyepta HeobxoaMmoCcTTa OT ChnewHO NpeoAaonsBaHe Ha CblecTByBalUTe
34paBHU, coumanHn U MKOHOMUYECKM HEPABEHCTBA, KOUTO HSMa Ada u3yesHaT crnej
COVID-19, ocBeH ako He 6baaT BbBeaeHu cneumuyHn nonntnkn. TeBbpAo BspBame,
4ye e JOWb/ MOMEHTBT Aa NOCTUrHEM HanpeabK KbM LieniuTe 3a YCTOMYMBO pa3sButue

B HawlaTta cTpaHa, ga ,m3rpagum no-gobpo“ u ,4a He ocTaBsiMe HUKOro 3af cebe cn.

3aegHo C HawuTe MexayHapoaHu NapTHbOPWU - HENpPaBUTENCTBEHWUS KOMUTET 3a
penku bonectun, mexagyHapoaHu pegku 6onectn (RDI) 1 EURORDIS-Rare Diseases
Europe - Hue Bu npusoBaBame aga NoAKpenute NpMeEMaHeTo Ha pes3ontoums Ha
ObwoTto cvbpaHne Ha OOH 3a cnpaBsHe C npeau3BMKaTenicTBaTa Ha Xxopara,

XuBeewin Cc pegkum Bonect n TexHute cemencrtaa.

LLle HamepuTe npunoxeHa KoHuentyanHa benexka 3a kamnaHusTa 3a pe3ontoums Ha
OOH c nogpobHa uH(opmauMs 3a cuTyaumaTa B CBETOBeH Malab Ha xopaTa,
XUBEELLN C peakn 3abonsBaHnsa 1 KNOYOBUTE BBLNPOCKM Ha OOLLHOCTTa Ha xopaTta ¢

peakn bonectu.

e ce pagBame ga opraHusmpame cpella ¢ Bac unu Bawmrte koneru, BupTyanHo nnm

nuue B nuue, 3a ga o6¢cbanm 1031 BLMNPOC No-nogpodHo.

Hue, kaTo HaumoHaneH Cbl3 Ha NULaA, XuBeelwm ¢ psaka bonect B Bbnrapus,
npuBeTCTBaMe BCSKO AeNCTBUE, KOETO MOXeTe Aa npeanpuemete, 3a Aa nogobpute

XMBOTa Ha cBouTe n3bupartenu, xueeewm ¢ psigka 6onecr.
C yBaxeHwue,

[MOANNC - npeacenaten Ha opraHmM3aumaral



Tasun 6enexka nma 3a uen ga nHgopmMmmpa 3a KOHTEKCTa U KM4oBUTE NOCNaHnsa Ha
KamnaHusTa, ctaptmpada ot HIMNO ,,Komutet 3a pegkun Gonectn, MexayHapoaHu
peaku 6onectn” (RDI) n EURORDIS-Pegku 6onectn EBpona, Kakto U BCUYKU TEXHU
4yrieHoBe, NpM3oBaBankn 3a NnpuemaHe Ha Pe3ontouus Ha ObwoTo cbbpaHne Ha OOH
OTHOCHO CnpaBsiHe C npeau3BMKaTenicTBaTa Ha Xxopara, XuBeeLm ¢ psiaka bonect u

TexHuTe cemencTea npes 2021 .
KoHTekcT

OcHoBHaTa Uen Ha KamnaHusiTa € Aa ce npusHae, Ye xopara, XMBEELUN C PSaKo
3abongaBaHe, ca npeHebpersaHo HaceneHne n ToBa MU3NCKBa He3abaBHO M CMELLHO
BHMMaHME, KakTO U NPUeMaHeTo Ha rnobanHn U HauuoHanHu MONUTUMKA, KOUTO ce
OTHacCAT A0 TEXHUTE HYXAWU U AONPUHACAT 3a nocturaHeTo Ha [Nporpamata Ha OOH
Ao 2030 r., cBbp3aHa C UenuTe 3a yCTOMYMBO pasBuTue u obellaHneTo v ga ,He

OCTaBAT HUKOro 3af cebe cu’.

O6wHoCTTa Ha rpaXxaaHCKOTo 0bLEeCTBO 3a peakm bonecTu, ¢ nogkpenaTa Ha peguua
Abpxasu-yneHkn Ha OOH BknountenHo bpasuvnus, abvpxasata Katap u McnaHus,
npegnarat ga ce npueme pesontoumns Ha O6woTo cbbpaHne Ha OOH, kosTo MoXe Aa

AenCcTBa KaTo KaTanuaaTtop KbM Tasu uern.
UcTopus:

a) 300-Te MunuoHa xopa, XuBeewm C psagko 3abonsiBaHe No CBeTa, U TEXHUTE
CeMeNCTBa ca U3npaBeHu npeq obwm npenmsBuKaTencTBa BbB BCUYKM acneKkTU OT
exegHesnmeto wuM. Kato nonynauusi C HapacTBawuM YsS3BMMOCTM Te ca
HenponopLMoHanHo 3acerHatm OT CTUrmaTa, AUCKPUMMWHauMSTa M couuManHaTta
MaprmHanu3aums B pamMKnTe Ha CBOsSiTa coumnanHa cpefa u B o6LecTBOTO KaTo Lsno.
OcKbAHOCTTA Ha 3HaHMATa W ekcrnepTm3ata 3a pegku bonectute M nuncata Ha
MHOPMMPAHOCT 3a Npeau3BukaTencrearta, npeg KouTo ca M3npaBeHW xopaTta C
peaku 3abonsiBaHusA, O3Ha4yaBa, Ye Te€ ca MCUXOSIOrMYECKU, CoumnarnHo, KynTypHO 1

MKOHOMWMYECKN YA3BNUMMW.
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6) C'bl.l.l,eCTByBaT peaunua B3anMO4eNCTBMUS MeXOY HYXXOUTe 1N uerinte Ha obLwHocTTa

Ha peakute Gonectu, n Te3m ot [lporpamata Ha OOH 2030 n HenHuTe uenu 3a

yCTOVI‘JMBO pa3sutTne, N NO-KOHKPETHO CrieaHUTE:

v

lMpegusBukaTencreata 3acaraT UANOTO CEMEWCTBO W NPUYMHABAT KaTo
LSSTOCTHO noBuLeHa nsonaunsa n obegHssaxe (LYP 1);

3a xopaTa c pegku 6onectn nuncea AOCTbN A0 NoaxoAsdlla AnarHOCTMKa M
FPWXKKN Npe3 LIeNus XXMBOT, KakTo 1 coumanHa nogkpena (LLYP 3);

XoparTa ¢ pegku 6onectun ce cbnbCcKBaT C NpeansBMKaTencTea npu goctbna 4o
obpasoBaHMe Ha BCUYKM €Tanu OT XMBOTa CWU, NOpagn HeAOCTbLMHOCT Ha
CbOPBXEHNA N HeaganTUpaHn Metoaun Ha obydyeHune (LIYP 4);

YKeHute, xmBeewmn c psgko 3abonsiBaHe, ca uM3npaBeHW npen noBede
TPYQHOCTU Npu OOCTbMNA OO0 FPMXKU U KOraTo YfieH Ha CEMENCTBOTO XuBee C
psagko 3abonsiBaHe, OCHOBHATa POl Ha HENnnaTeHUTe TPUXKM Hanl-4ecTo ce
noema ot xeHute (LLYP 5);

XopaTta Cc pegkm GonectM M TexHUTE CEMEWCTBaA Ca W3npaBeHU npea
npegusBuKaTencTsa npu 4OCTbMNA, 3aabpXaHeTo U BpbLaHeTo KbM paboTa
(LYP 8);

HenponopunoHanHOTO HMBO Ha YsI3BMMOCT O3HayaBa, Ye Xxopata C peaku
©onecTtu ce cbnbCKBAT CbC CTUTMA, OUCKPUMMHALNA M NUNCaA HAa Bb3MOXHOCTU

3a BKrtoyBaHe B obwectsoTto (LIYP 10).

Pesontounsa Ha O6bwoTo cbopaHme Ha OOH

BpemeTto 3a pencteue e cera. MNMangemmnara COVID-19 xBbpnu cBeTnMHa BbPXY

CbLleCTByBallnTe couunariHi, MKOHOMUYECKNU N 30paBHUN HeEpaBEHCTBa MeXay U B

CTpaHMUTE YNEeHKM W [OEeMOHCTpUpa chewHaTta Heob6XoOMMOCT OT CrpaBsHe C

npeausBukaTencTeata npeg xopata ¢ pedku Gonectu. Mo BpeMe Ha KpusaTta

npean3BukaTernicteara ca YMHOXEeHW, KaTo JOCTbNbT A0 NPUXXnM, Bb3MOXXHOCTUTE 3a

paboTa 1 nprobLiaBaHe 1 NCUXMYHOTO 3paBe ca HEMPONOPLIMOHATHO 3acerHaTu.

Tesun npeansBmkatenctea obaye HaAMa ga nadesHart crieg COVID-19, ocBeH ako He

6baaT BbBeaeHM cneumdurdHM NONMUTUKM 3a XxopaTa C pedku GomnecTtu, 3a ga ce

npemuHe kbM LIYP n ga ,m3rpagum no-gobpa cpega“. O6wHOCTTa Ha XxopaTta C peaKu

bonectn npu3oBaBa 3a npuemaHe Ha pesonouma Ha O6woTto cvbpaHne Ha OOH,



CbCTaBeHa OT 5 KI40BU npn3mBa " B CbOTBETCTBME C peauua CblleCTByBaALLUU

NHULUMATUBU, NONUTUKN N AeKrnapauumn B pasnmyHm o6nactn, BKIOYUTENHO:

- 3awuTa Ha npaBaTta Ha YoBeka

- bopba cpely cturmarta, QUCKpUMUHAUNATA, U3KIMIOYBAHETO N MapruHanuaaumsTta
- MuBanugHocT

- Ya3BumocTt

- NpaBa Ha geuaTa 1 NpaBa Ha XXeHuUTe

- YHMBepcanHo 3apaBHO NOKpUTue

- Mporpama 2030, Llenn 3a ycTtoMunBO pasBuTUE, aHraXMMEHTbLT ,He octaeanTe

HuKoro 3ap cebe cu
- CounanHo BknoYBaHe
OCHOBHMU NpuU3nBMU:

1. MpaBa Ha YoBeKa U BKIIIOYBaHe: YyacTue M BKNOYBaHe Ha Nuua, XXUBeeLlu C
pAaKa 6onecrt, U TeXHUTe CeMencTBa B OOLECTBOTO U 3a4UTaHe Ha TeXHUTe

YOBeLUKKU nNpaBa
Hacwbpuasatime Obpxxagume-4reHKU:

* l1a nogabpXat npaBaTta Ha YoBEKa Ha BCUYKU JNLA, BKITIOYUTEJTHO XopaTa, XmnseeLin

C peaku bonectu;

« [la npeogonesT MbpBOMPUYMHUTE 3a AUCKPUMMHALMUS CPELLy XOpa, XXMBEELUW C
peakn 6onecTu, BKMIOYMTENHO 4Ype3 pas3npocTpaHeHWe Ha TouHa MHGopMauus u
AENHOCTM 3a MOoBMLIABaHE Ha OCBEAOMEHOCTTa, KaTo MpoBb3rnacsBaHeTo Ha

nocneaHust AeH Ha doeBpyapu 3a roaullieH CBETOBEH [eH Ha peakuTe 6onecTy;

« [a cbbupaT, KOMNUNUpPaT M pas3npocTpaHsABaT AesarpervpaHy AaHHU 3a xopara,
XMBeeLm ¢ peaku 6onectu, 3a Aa naeHtTuduumpaT Moaeny Ha AMCKpUMUHAUMA U aa

ce HanpaBu OLeHKa Ha Hanpeabka kbM NogobpsiBaHe Ha TEXHUS cTaTyc.

2. NMopxopsawm rpmxkun: NopobpsBaHe Ha 34paBHUTE U COLMANIHU pPecypcu ¢

NoAXoAALM FPUXK U NoAKPena B paMK1UTe Ha CblUeCTBYBaLluTe pecypcu
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* anI3l/lB KbM ObpXaBUTE-YJIEHKN Oa 3acundat ycurnmdata CUM 3a chnpaBAHe C
npeagn3BuKarterictBara npea xoparta c peakum bonectn B paMKuTe Ha yHuBepCariHoTo
3gpaBHO NOKpUTME 4Ypeld TnpunaraHe Ha UWHTepBeHUUKU, YreCHABaHE Ha

myntTnancumnnimHapHuUTe rpxm n Hacbp4daBaHe Ha paBE€HCTBO Ha PeCypCcuUTe,;

. HaCbpanaHe ObpXaBUTE-4YNeHKNn, CucCteMaTta Ha OOH n Apyrn 3anHTepecoBaHu
CTpaHu oa nogkpenAT MpeXxXaTta OT eKCnepTn N ULEHTPOBE 3a NP> B CBETOBEH MaLlab
- 3a YyKpenBaHe Ha CUCTeMUTE 3a 3[paBeona3BaHe U yreCHABaHEe Ha OOCTblMa A0
ONarHoCTuKa 1N XOJTMCTUYHW TPWXN, BKIMKOYUTENHO COUMariHn rpuxm 3a xopa C penku

donectu;

* HaCquaBaHe ObpXaBUTe-4YrneHKn, cCuctemMarta Ha OOH n Apyrn 3anmHTepecoBaHu
CTpaHun Aa 3acundrt MexayHapogHOTO CbTpyaAHM4YeCTBO W KOoopAuHauuA Ha

nacrnenoBaTtesiCKuTe ycurnma, Kakto n cnogenidHeTo Ha AaHHW 3a peKun 3abonsBaHus.

3. HaumoHanHu cTpaTternu: HaC'prlaBaHe Ha HauMOHaINHUN CTpaTermn N MepkKu,

3a Ja He OCTaHe HUKOM Ha3ag
Hacbpyeme dbpxxasume-4yneHKu 0a npuemam / paspabomsm:

* HauunoHanHu cTparternun, nnaHoee, 3aKkoHo4aTesrnIctBa OTHOCHO MNMpaBaTa Ha XxopaTa C
penkun bonecTtn B CbOTBETCTBME C MexayHapoagHuTe 3aabimiKeHUA U aHraXKMMeHTn 3a

npaBaTta Ha YOBEKa;

* [lonnTMKM N MEPKM 3a CnpaBsiHe C Npean3BMKaTencTBaTa Ha CoLnanHoTo pasBuTue,
C KOMTO ce cOnbCcKBaT XopaTa, 3acerHaTn oT peakun 3abonsBaHusi, KOUTO MOXe Aa ce
HYXXOasT OT nNomoLy 3a AOCTbN 40 obesweTeHus n ycnyrm (obpasoBaHue, 3aeTOCT,

3apaBeonasBaHe) ¥ HacbpyaBaHe Ha TAXHOTO yyacTue B 06LLECTBOTO.
Mpu3sosasalime Obpxxasume-dneHKu Oa npunazam HauuoHaIHU MEPKU:

« [la ce rapaHTupa, Ye xopara C pefku 6onecTn He ca U30CTaBEHU, KaTo ce Npu3Hae,

Yye Te YEeCTO ca HeMNponopLMOHAaNHoO 3acerHaT oT 6e4HOCT, AUCKPUMUHALMS;

« [la ce aHraxupame UANOCTHO KbM paboTaTa 3a coumarnHa UHTerpauus, Kakto n 3a
ncuxuyecko U U3NYecko OnarocbCTosiHME Ha xopaTta, CcTpajawy OT  PSAKo

3abongasaHe.

4. Npu3sHaBaHe B cuctemata Ha OOH: UHTerpupaHe u BUQUMOCT Ha npobGnema ¢

penkuTe bonectn B areHuunTe 1 nporpammute Ha OOH



* [MpunsoBaBante AbpxaBute-dneHkn, areHummte Ha OOH u gpyrm CbOTBETHU
MEXOYHaApPOOHN N permoHarniHu opraHvMsaumm a nosnoXxart CbrnacyBaHW ycunusa - B
pamMKuTe Ha CbLLeCTBYBaLUUTE pecypcu - Aa BKN4aT xoparta ¢ peaku bonectn B
MOHUTOPUHra 1 OLeHKaTa Ha uenuTe 3a yctonumeo passutue (LIYP), no-cneunanHo
LYP 1 otHocHo 6eaHocTTa, LIYP 3 3a 3gpaseTo, LIYP 4 3a ob6pasoBaHueTo, LIYP 5 3a
paBeHCTBOTO Mexay nososete, LIYP 8 3a [JoctomHua tpya 3a Bcudkm, LIYP 9 3a

nHoBauuuTte n LIYP 10 3a HamaneHOTo HepaBeHCTBO;

* HacbpyaBante abpxaBuTte-dneHkn, cuctemata Ha OOH n gpyru 3amHTepecoBaHu
CTpaHM Jda noaKpensaT MexXOyHapogHOTO CbTPyAHMYEeCTBO M Aa nogobpsasar
KoopAnHaumMaTa Mexay CbLUeCTBYyBaLLUMTE MeXOyHapO4HM MPOLECU N UHCTPYMEHTU
3a nocturaHe Ha npuobwasawa [nobanHa nporpama 2030 n ynecHsBaHe Ha
KpbCTOCAHOTO 0By4YeHne u cnogensHe Ha MHOpPMaUnS, NPaKTUKN, UHCTPYMEHTU U

pecypcu, KomTo ca np|/|o6u_LaBau_u/| M OOCTBIMHU 3a XopaTa C peaku donectu.

5. MoHMTOpMHr Ha Hanpegbka W U3NbNIHeHWeTOo: PenoBHM AOoKnagu oOT
cekpetapuata Ha OOH 3a HabnrogeHuMe Ha npunaraHeTo U Hanpeabka nNo

cTaTyTa Ha XopaTa c peaku 6onecTtu

 [NonckanTe OT reHepanHua cekpeTap ga npeacrtaBu Ha [eHepanHata acambnes
AOKnag 3a pasnuyHuTe npeavsBukaTesnictBa B obnactra Ha coumanHoTo passBuTue,
npen KOMTO Ca W3NpaBeHM XopaTa C peaku Gonectn n npegnpueTute Mepku, C
NpenopbKM 3a MO-HaTaTbLWHW OENCTBUS, KOUTO ObpXKaBUTE-USNIEHKW W Opyrn
3aMHTEpecoBaHNM CTpaHM TpsdbBa ga npegnpuemaTr 3a CchOpaBsHe C

naeHTuduUnpaHMTe npeam3BnKaTencTBa;

* HacbpuaBanTte reHepanHusa cekpetap ga cbbupa MHgopmMaumsa OT ObpKaBuUTe-
YNEHKN U BCUYKM CbLOTBETHM OpraHusaumm u opraHu Ha cuctemata Ha OOH wu

rpakaaHckoTo obLLecTBO Npu NoaroToBkaTa Ha Aoknaaa;

* Monnm O6uwoTo cbbpaHme Ha OOH ga pasrnega Bbhnpoca 3a xopaTa C peaku

BonecTn KaTo YacT OT TEXHUSA OHEBEH pef.
JonbnHutenHa nHdopmauyms
lMoBeye 3a xopaTa, XunBeeLm ¢ psako 3abonssaHe

- Mo ceeTta nma okono 300 M1nNunoHa ayLun, Xneeewm ¢ psaka 6onecr.
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- Uma Hapg 6000 pasnuyHun peakun 6onectu, NnoBe4eTo OT KOMTO 3anoyBaT B eTcka

Bb3pacT.

- Pepkute 3abonsisaHus morat Aa 6baaT reHeTUYHW, peaku pakoBu 3abonsiBaHus,
PEeAKN MHEKUMM 1 aneprum (GaktepuanHn, BUPYCHU UMK MPUYMHEHU OT dhakTopu

KaToO XpaHUTEITHO OTpaBAHE U XI/IMI/IKaJ'II/I).

- Peoknte 3abonsiBaHus ca XPOHUYHN, NMporpecupallun, gereHepaTtmnBHu, yepexaawn

1 YecTOo 3acTpallaBally XUBoTa.
OTHOCHO NapTHLOPUTE OT rPaXAaHCKOTO 0OLLEeCTBO

KomutetwT Ha HIMNO 3a pegkn 60nect e 0CHOBEH KOMUTET, Cb34adeH Noa LwankaTa
Ha KoHdepeHunaTa Ha HenpaBUTENCTBEHUTE OpraHn3aunn B KOHCYNTaTUBHN BPb3KK
¢ OOH (CoNGO) n nma 3a uen ga Hacbpyn CbTPYOHMYECTBOTO U OENCTBUSATA 3a

xoparta ¢ peaku 60necTu ¢ MHOrO 3aMHTepPecoBaHu CTpaHu B cuctemarta Ha OOH.

Rare Diseases International (RDI) e rnob6anHuaTt cbo3 Ha xopaTa ¢ pefku 6onectu ot
BCMYKM HALMOHANHOCTM 3a BCUMYKKM peakn 6onectn. RDI e mpexa ot 76 uneHysalum
opraHusauun, npeacTtaBnaBaLyy rpynu naumneHTu ¢ peakmn 6onectn B Hag 100 cTtpanu
no ceeTa. Tou ce 3acTbrnBa 3a NPeBpbLLAHETO Ha peaknTe BonecTn B MexayHapoaeH
npuoputeT Ha nybnuyHata nONUTUKA, npeacTaBnsBa CBOUTE YreHOBe Ha
MeXayHapoaHu nnatdopMu 1 nomara Ha YneHoBeTe Aa uarpaxgaT CBos kanauuteT

1 Oa aenucTBaT Ha MECTHO, PErMOHAaIHO U rnobanHo HMBO.

EURORDIS-Rare Diseases Europe e annaHc ot 956 opraHusauum Ha naumeHTu c
penkn 6onectu ot 73 gbpxasu, KOUTO paboTaT 3ae4HO 3a NogoOpsiBaHE Ha XMBOTa

Ha 30-te munmuoHa PLWRD B Espona.
KoHTakTu:

3a BcsAKakBM BBNPOCK, CBbpP3aHW C KamnaHusaTa, Mons, He ce konebanTte ga ce
cebpxete ¢ Knapa XepBac, MeHMOXbp 3a Bpb3kM C obuiectBeHocTtTa, RDI /
EURORDIS (clara.hervas@eurordis.org).

MoceTeTe rarediseasesinternational.org/resolution4rare, 3a ga Hay41Te noeeuye.



mo6GaneH npuaue 3a npuemaHe Ha pesontouna Ha OOH 3a 3awmTa n Hacbp4yaBaHe
Ha YoBeLwkuTe npasa Ha 300-Te MUNMOHa OyLuUK, XNBEELLM C psaKo 3abonsiBaHe no

CBeTa

mobanHama obwHocm om nuya, Xuseewiu ¢ psioko 3abossigaHe, mexHume

cemelicmea U opaaHu3ayuu Ha epaxdaHcKkomo obwecmso, ¢ nodkpernama Ha
obpxxasume-dyneHku Ha OOH, npu3zoeasam 3a rnpuemaHe Ha Pe3onoyus Ha OOH 3a
cripassiHe ¢ npedussukamersicmeama Ha xopama, xueeeuju ¢ pedku 3abonisigaHus u

mexHume cemeticmea.

28 anpun 2021 r. - mobanHaTta obwWHOCT 3a peakn 6onectn - npeacrtaBeHa OT
Komuteta Ha HINO 3a pegku 6onectn, MexayHapogHu pegku 6onectun (RDI) wm
EURORDIS - HacTosiBa abpxaBute-dneHkn Ha OOH ga npusHasat cneundunyHute
npean3BuKaTenicTBa Ha xopaTa, XuBeewm c psgka 6onect, u ga npuemaTt Mepku,
KOMTO Hacbp4aBaT BKNOYBaHE B OOLLECTBOTO M 3aliMTa Ha YOBELLKUTE MpaBa Ha

BCU4YKM XOpa, BKIMIOYUTEITHO TE3N, XKXnBEeLln C pAgKo 3abongaBaHe.

MoBeye o1 300 munmoHa pAywm no cBeTa XuBedaT € egHo oOT Hag 6000
noeHTudnUnpann pegkm sabonssanunda. Pegkute 3abonsBaHnsa 4eCcTo ca XPOHUYHW,
CMNOXHW, CUITHO yBpexXadalln 1 xXupotosacTpawasawim. bes 3HayeHne kbae B cBeTa
XMBeAT xopaTa C pegkn 3abonseBaHus, Te ca uU3nNpaBeHW nped odwm
npegussukatenctsa. OOwara nunca Ha obuwecTtBeHa WHPOPMUPAHOCT U
OrpaHUYeHUs1 Ha eKCnepTHUS ONUT O3Ha4vaBa, Ye naumeHTUTe C pedkm bonectn u
TEXHUTE CeMeNcTBa He ca NPUOPUTETHM U ce MpeHebperBaT B HaUMOHanHUTe

34paBHN CUCTEMU N coLMalrtHN NMOJTNTUKW.

Xopata c pegku 3abonsiBaHMs W TEXHUTE CEMEWCTBaA ca B nepudepusta Ha
00LLEeCTBOTO: M3NUTBaT AUCKPUMMHALMA U ce cOnbCKBaT C TPYAHOCTM Npu AocTbna
A0 30paBHU rpwxuK, obpasoBaHue, paboTta n csobogHoO Bpeme. Bb3gencremeTto ce
ycewa npes uenusa XuBoT, ¢ HebGnaronpuateH egeKkT BbpXy TSAXHOTO yyacTue B
00LLecTBOTO, KOETO BOAM A0 NOBULLIEHO 00eaHABaHe 1 n3onauns. CnpaBsHETO C Te3un
obwm npegussukaTencTea Tpsabea ga 6bae npMopuTeT B 3awuTaTta Ha npaearta Ha

YOBEKa 1 coumnanHaTta crpaBeasimBocCrT.

HapacTtBawa rpyna ot gbpxaBu-dneHkm Ha OOH, BkntountenHo bpasunus, icnaHung

n Katap, nogkpensT npu3mBa 3a npuemaHe Ha Pesontounara Ha O6woTo cbbpaHue



MonesHun maTtepunanum

Ha OOH npe3 2021 r. Te npu3HaBaT, 4Ye pesonouMsaTa we 3acunu rnobanHarta
nporpama 3a npaBaTta Ha YoBeKa U e NOCTUIHe 3HAYMTENHO Hanpeabk B Lenute Ha
OOH 3a yctonumeo passutue (LIYP) ce KopeHAT B aHraxumeHTa ga ,He OCTaBUM
HuKom 3ag cebe cn”. OBLHOoCTTa Npn3oBasa BCUYkM 193 abpkaBu-yneHkn Ha ObLwoTo
cbbpaHMe ga ce npucbenuHAT KbM MOKaHata WU ga npuemar pesonouusata Tasu

roguHa.

AypxaH Your-Purep, npegcepaten Ha RDI wn npeacepaten Ha  AsunaTcko-
TUXOOKEAHCKUSA anuaHc Ha opraHusauuuTe 3a pegku 6onectn, NoTBbpXKaasa
CMeLWHOCTTa Ha HacToALWMSA Npu3mnB, kKaTo Kasea: ,[laHgemuata COVID-19 nogyepTa
HacTosTenHaTta HeobxoaMMOCT Aa ce O0bpHEe BHUMaHWE Ha 34paBeTO, KaKTO U Ha
coumanHUTe U UKOHOMUYECKUTE HEepaBEHCTBA, KOMTO HAMA Ada u3yesHaT, ako He
ObaaT BbBeAEHN KOHKPETHM NONUTMKK. Cera € MOMEHTBT Aa OTrOBOPUM Ha HYXauTe

Ha Han-ysa3BMMUTE rPynu 1 Aa 3aluTUM YOBELLKMTE NpaBa Ha BCUYKK xopa ”.
3awo pesonouma Ha O6woTo cbopaHme Ha OOH?

Pesontouunata Ha O6woTto cbbpaHme Ha OOH e BaxHa CTbNKa KbM rnobanHoTo
NpU3HaHMe 1 no-ronsiMa BUAMMOCT 3a OOLLUHOCTTa Ha XxopaTta, XXMBEELUN C PSOKo
3abonsBaHe. Ts 6u nogkpenuna MexgyHapoaHUTE NONUTUKM 1 NPOrpaMm, HaCoYeH!
KbM nauuMeHTUTe C peakn 6Oonectmu M OM cnomorHana 3a OBfacTsBaHe Ha
HauWoHanHuTe rpynu 3a peakn 6onecrtn, KOMTO ce 3acTbnBaT 3a nogobpsiBaHe Ha

XMBOTa Ha NaumeHTUTe C psako 3abonsiBaHe U TEXHUTE CEMENCTBA.
Kak aa nogkpenum npusumBa 3a pesontounsa Ha OOH?

Bcekn rnac wuma 3HadeHue. [lpusoBaBame 0OLLeCTBEHOCTTa, Trpynute Ha
rpaXxgaHCKoTo OOLeCcTBO, NpaBuTencTBaTa U BCUYKN 3anHTEPEeCcOBaHW CTpaHu fa ce
NPUCBHEONHAT KbM NpU3MBa 3a npvemMaHe Ha pesontounata Ha OOH npeau kpas Ha
2021 r. TpuTe nNapTHLOPCKM OpraHM3auumn ctaptupart #esolution4Rare ctpaHuua ¢
NMHCTPYMeHTU. CTpaHuuaTa cbObpXa exeMeCeyHu akTyanusauun, BKITHYUTENHO
wabnoHn 3a nucma, 3a Aa Ce CBbpXe C NonuTUUUTE, MHAGOrpadukn, Kakto u
nyonukaumm, nsobpaxerHnsa n GIF dannose, 3a ga pasnpoctpaHm nHgpopmaumsa 3a
WHUUMaTUBaTa B couunanHuTe meaun. Misternete matepmanu 3a 3aCTbNHUYECTBO U
KOMYHMKauusa n nanonssamnte xawrtara #Resolution4Rare, gHec u npes ysanarta 2021

roanHa.



donbnHutenHa nHdopmayms
v OTHOCHO NAapTHbLOPUTE OT FPaXXAAHCKOTO 06LecTBO

KomutetwT Ha HIMNO 3a peakn 60nect e 0OCHOBEH KOMUTET, Cb3AadeH Mnoj wankaTa
Ha KoHdepeHuuaTa Ha HIMNO B koHcynTatMeHU Bpb3kn ¢ OOH (CoNGO). Heroeata
uen e HacbpyaBaHe Ha CbTPyOHMYECTBOTO M AENCTBUSATA B MoAKpena Ha nuua,
cTpagawum OT pgagko 3abonsiBaHe, CbBMECTHO C  Bb3MOXHO  HaW-MHOro

3anHTEepecoBaHn cTpaHu B cuctemata Ha OOH.

Rare Diseases International (RDI) e rmobanHuaT annaHc Ha xopara ¢ peaku bonectu
OT BCMYKM HaLMOHANHOCTU U Ce OTHaca 3a Bcuukn peakun 6onectn. RDI e mpexa ot
78 uneHyBaln opraHM3auun, NpeacTaBnsaBally rpynu naumeHTn ¢ pegkm 6onectn B
Hag 100 cTpaHu no ceeTa. Ton ce 3acTbnBa 3a NpeBpbLUAHETO Ha peakuTe bonectn
B MexayHapodeH npuopuTeT Ha nybnuyHata nonutuka, npeAacTtaBnsiBa CBouTe
YrieHOBe Ha MeXayHapoaHu nnaTopMu u NomMara Ha YfeHoBeTe Aa nsrpaxagat CBos

KanauuTteT, Aa gencrteaT Ha MECTHO, permoHanHo n rno6anHo HMBO.

EURORDIS-Rare Diseases Europe e annaHc ot 962 opraHu3auuMm Ha nayueHTu c
peakn 6onectn ot 73 OobpKaBu, KOUTO paboTaT 3aeQHO 3a nogobpsaBaHe Ha XMBOTa

Ha 30-Te M1nuoHa xopa c psaako 3abonssaHe B EBpona.

v" MNMoBeu4e 3a xopaTa, XuBeeluu ¢ psaKo 3abonsiBaHe

o [lMpubnuantenHo 300 MunMoHa OyLUmn XNBEAT C paaka 6onecT B cBeToBeH MaLab.

o Wwma Hag 6000 pasnuyHmn peakn 6onectu, NoBeYEeTO OT KOMTO 3arnoyBaT B AeTcKa
Bb3pacT.

o Pepknte 3abonaBaHuMs BKAOYBAT rFEHETUYHM 3abonsiBaHUs, pPedknm pakoBwm
3abonaBaHunA, peakn uHpekumn u  aneprum (6aktepuanHu, BUPYCHU WK
NPUYNHEHUN OT PAKTOPU KaTO XPAHUTENHO OTPaBSHE UMW XUMUKaMW).

o Pepgknte 3abonsiBaHMsi ca  XPOHWYHM, nNporpecupaliy, OereHepaTuBHU,

yBpeXxaally 1 YeCTO 3acTpallaBally XUBOTa.



MonesHun maTtepunanum

Ha HanpaBuM peakuTe 6onecTy NnpuopuTeT B 3aljMTaTa Ha YOBELUKUTEe NpaBa
AsTop: ®namuHma Makus, N3nbnHuteneHd gupektop Ha RDI

nobanHama obwHocm 3a pedku bornnecmu Hacmosiga dbpxxasume-dreHku Ha OOH
Oa npuemam pe3onrouyus Ha OOH 3a npusHasaHe Ha pedkume bosiecmu Kamo
npuopumem Ha mex0yHapoOHama noaumuka u 0a Hacbp4yam rpedrnpuemaHemo
MEpPKU 3a 3auuma Ha 4o8ewkKume rnpasa Ha 8CUYKU Xopa, 8K/IH0HYUMESIHO me3u Ha

Xxopama ¢ pedku bonecmu.

Hag 300 munuoHa gywm no ceeta xuseAT ¢ egHa ot 6 000-8 000 naeHTuuumnpaxm
peokn 6Gonectn. Pepgkute 3abonsiBaHWst 4eCTO Ca XPOHUYHW, MHOTFOCUCTEMHM,
yBpexgawm u XuBoTOo3acTpallaBallim. XopaTa, XuBeewwm Cc peaku bonectu, ce
cbnbckBaT € nunca Ha obuwecTBeHa OCBEOOMEHOCT, KaKTO M C OrpaHU4YeH onuT,
3HaHWS 1 HanNn4yHKM pecypcn. CnegoBaTenHo Ta3n O6LHOCT € U3noXeHa Ha no-ronsimMa

coumarnHa, 3apaBHa U MKOHOMUYecka ysI3BMMOCT.
MNocTaBsiHe Ha pegkuTe 6onecTn B AHEBHUS pen Ha NpaBaTa Ha YoBeKa

CnpaBsiHETO C Hy»XOuTe Ha xopaTa C peakn 6onecTu n TexHuTe ceMencTea e Bbnpoc
Ha YoBeLlKM MpaBa. [1o BpeMe Ha uenusi cu XMBOT C psako 3abonsiBaHe xopaTa
nanuTBaT cneundunyHM nNpeaMsBUKaTeNncTBa Npu AocTbha A0 34paBeonasBaHe,
obpa3oBaHMe, 3aeToCT M OTAUX, BBLINPENSTCTBALLUM MbAHOTO WM y4vacTve WU

BKNtoYBaHe B 0OLLECTBOTO.

Opyrv npeausBukatenctea ca CBbp3aHWM C OETCTBOTO, Mona, ysA3BUMMOCTTa W
npobnemuTte, cBbp3aHN C¢ begHoctTa. CnegoBatenHo OOLWHOCTTa npu3oBaBa 3a
npuobuiasaly noaxon, KOMTO npu3HaBa npeamsBukatencrtesata Ha PLWRD kaTto

NpUopUTET B paMKUTe Ha MexadyHapoaHaTta nporpama 3a npaeaTa Ha YoBeka.
[a ce nogcurypum, 4e HUKOW He e M30CTaBeH

OcBeH TOBa, pasno3HaBaHETO Ha dakTa, 4ye B EBpona cbuwectByBat Hag 300
MUIMOHA OYLUW, XXUBEELUM C PSAKO 3abonsaBaHe, € BaXXeH HanpeabKk KbM LIENUTE Ha
OOH 3a ycTonumnBo passuTtme. 3a aa U3NbiHN aHraXknmeHTa ga ,He OCTaBs HUKOM 3a[,
cebe cu, kaTo gocTurHe 0o Han-yassummte B obuiectsoto, OOH ce npukaHBa ga

BKINIOYM OOLLHOCTTa Ha peakuTe 6onectu.



Rare Disease International (RDI) yy4actBa B paspaboTBaHeTO Ha NPOEKT 3a
pesonouus, B CbTPYOHMYECTBO C PasfMyHM MauUMEHTCKM OpraHmsauun 3a peku
6onectun, gencrteawm B Hag 100 abpkaBu. Te BKIOYBAT PErMoHanHm opraHm3aumm 3a
EBpona, AsnaTtcko-TuxookeaHCcKus permoH n Nbepo-Amepurka, Kakto U HauMOHaHu
Cbl03M OT LUECT KOHTUHeHTa. To3n npoekT obpblia BHMMaHME Ha crnogerieHuTe
npean3BuKaTenicTBa Ha BCUYKM X0pa, XXUBEELLM C psiaKo 3abonsaBaHe, KaTo akueHTMpa
HeobxoaMmocTTa OT pa3paboTBaHe Ha HauMOHanHW cTpaTerMm M BKAKOYBAHETO Ha
YOBELLKMTE NMpaBa Ha xopaTta C psgko 3abonsiBaHe KaTto NPUOPUTET B NporpamMuTe n

areHumuTte Ha cuctemaTta Ha OOH.

Mpe3 2019 r. KOOPAMHWPAHOTO 3acCTbMHMYECTBO OT MeXAyHapogHaTta O6LHOCT
Aosefe OO BKMKOYBAHETO Ha pedkn bonectu B 3abenexutenHata nonuTuvyecka
aeknapauna Ha OOH 3a yHuBepcanHo 3apasHo nokputme. RDI cbLuo Taka pbkoBoaun
CbTpyaHMYecTBO cbe CBeTOBHATA 34paBHa opraHn3aums 3a pasBuMTMeTo Ha rnobanHa
Mpexa 3a nogobpssaHe Ha rpuxnTe 3a xoparta c peakum 6onectu, He3aBUCMMO KbAe

XKUBEAT.



O606LLeHne 1 Hay4yeHn ypouu

[Mpoueca Ha oBnacTsiBaHe € MHOrFOKOMMOHEHTEH W BKIKOYBA MOTMBUPAHOTO U
aKTMBHO y4yacTMe Ha  oOBnacTdABaHWA, WMEHHO Mopagu KOeTo cuyuTame, 4e
NMbpBOHAYanHoO 3anoxeHute uenn Ha npoekta EmpoweRARE 6sxa nocturHatu.
WnpokoTo y4vyacTme Ha xopa OT ysaA3BMMAarta rpyna Ha cTpajawuTte OT peaku
3abonaBaHus, Kakto B KOHCYNTaTUBHUSA CbBET, Taka 1 B 0byyeHusiTa u cebutnaTa no
npoekTa, nokasa efHa ycnelwlHa npaktuka 3a oBnactsiBaHe. Bcuykm yyactHuum B
oOy4eHuATa HM MOKasaxa BMCOKO HMBO Ha aKTMBHOCT B paboTata no Kasycu u
ANCKYCUM M Aafoxa LieHHa nHdopMauus ¢ obpaTtHaTa cu Bpb3ka Ype3 OTroBopuUTe Cu
Ha OUEHUTENHN BBNPOCHMUN N aHKeTU. BknioyBaHeTo kaTo oby4ntenun B npoekTta ot
KpanHuUTe noTpebutenn Ha nNpoeKkTa [oKa3a, KaKTo rofiemMms noTeHuman Ha
ya3BMMaTa rpyna xopa c pegkus 60nectun, Taka n BaXXHOCTTa OT y4acTUEeTO UM KaTo
obyuntenu, nopagun MOHSIKOra M3KIKYMTENHO BUCOKaATa MM ekcrnepTusa B Temara.
OBnacTsiBaHeTO 4pe3 3acTbMHUYECTBO MNOATMKHA nNpeacTtaBuTenu oT yaAs3BMMmarta
rpyna ga aHanuampaT coObCTBEHUS CY ONUT M a JOCTUraT 40 peLLeHunst, KOUTo npeau
He ca 6unu suammn. IhgusmnayanHute obyveHnsa n pabota Ha eKCnepTHUS ekun C

oTAENHN cny4dan, goseae A0 pealiHa NpoMAaHa B XXMBOTa Ha 3acerHatuTe.

NaeHTuduumpannte obpu npakTukm OT napTHbopckaTta opraHusaums FRAMBU ca
npeacTosilo HeobxoAMMO HaArpaxgaHe Ha npoekTa, KouTo ©Ouxa crnomorHanu
3HaAYUTENHO 3a Pa3BUTUETO Ha CUSTHA M aKTMBHA rpaxaaHcka rpyna ot 3aCTbMHULM NO
Temata 3a pegkute 6onectu. OBnacTaABaHEeTO Ha XxopaTa 3acerHatm OT peaKku
bonecTn e BaxHa CTbMNKa KbM TAXHOTO MO3ULMOHWPAHE KaTO aKTUBHWU rpakaaHw,

3alyMTaBallla NpaBoTo CY Ha 3apaBHa U coLuanHa noakpena.



WnyeBa, M. (2015). Jobpw npakTukn OT Apyrn Abpxasu 3a y4yactue Ha HIMO B
nognomaraHeTo Ha u3bpaHu ya3suMu rpynuv npu B3anMOOTHOLLEHUSTA UM C

UHCTUTYLUATE. Ll,eHpr 3a n3crnegBaHe Ha gemMokKpauumdaTa.

Beresford P (2016) All Our Welfare: Towards Participatory Social Policy. Policy

press.

EHMA. (2009). PaSQ - Joint Action on Patient Safety and Quality of Care. [oHnanH].

JocTtbnHo Ha: https://ehma.org/research-projects/past-projects/pasq/

EPF (2017). Toolkit for Patient Organisations of Patient Empowerment. [oHnanH].

JocTtbnHo Ha: https://www.eu-patient.eu/globalassets/library/publications/patient-

empowerment---toolkit.pdf

Freire, P. (2000) Pedagogy of the Oppressed: 30th Anniversary Edition. Anniversary.

Translated by M. B. Ramos. New York: Bloomsbury Academic US.

Luttrell, C., Quiroz, S., Scrutton, C., & Bird, K. (2009). Understanding and

operationalising empowerment. London: Overseas Development Institute.

McGowan, P. (2005). Self-management: a background paper. In New perspectives:

international conference on patient self-management.

Rappaport, J. (1984). Studies of Empowerment: Introduction to The Issue,

Prevention In Human Issue.

Theunissen, G. (2009). Empowerment Und Inklusive Behinderter Menschen Eine
EinfUhrung in Heilpadagogik Und Soziale Arbeit. 2nd ed. Freiburg: Lambertus-
Verlag.

Zimmerman, M. (2000) Empowerment Theory. Psychological, Organizational and
Community Levels of Analyses. In: (2000): Rappaprot, J. & Seidman, J. (edt.)
(2000): Handbook of Community Psychology.


https://ehma.org/research-projects/past-projects/pasq/
https://www.eu-patient.eu/globalassets/library/publications/patient-empowerment---toolkit.pdf
https://www.eu-patient.eu/globalassets/library/publications/patient-empowerment---toolkit.pdf

MaTepI/IaJ'II/I Mo NPoOeKTa

MHcpopmaumMoHHM OroneTuHU

OopuuuaneH 6ronemuH Ne 1: SHyapu 2020

OdopuuuaneH 6ronemuH Ne 2: Anpun 2020

N3ebHpedeH bronemuH: Mau 2020

OcbuuuaneH 6ronemuH Ne 3: KOnu 2020

N3ebHpedeH broiemuH: Aseycm 2020

OopuuuaneH 6ronemuH Ne 4: Jekemspu 2020

OobuuuaneH 6ronemuH Ne 5: Mau 2021

OobuuuaneH 6ronemuH Ne 6: KOHU 2020

O6yuuTenHun matepmanm

ObyyumesnHu mamepuarsu 3a Nbpsu obyyumerneH cemMuHap Ha mema ,[1lpasa Ha

Xxopama c yspexoaHus 8 bbnzapus”

ObyyumesnHu mamepuarsu 3a emopu obyyumerseH ceMuHap Ha mema , Tpyoosu

rpasa Ha xopama c yepexdaHus 8 bbrcapus u nookpena Ha pabomodamernume 3a

HaemaHe Ha xopa c ygpexoaHus"

ObyyumenHu Mmamepuanu 3a mpemu obyyumernieH cemMmuHap Ha mema ,Ycriosusama

Ha naHOdemusma om Covid-19, CouuarnHu ycryau u au4yHa rnoMmou”

Bupeo3anucu

OHnalH sudeo3anuc Ha Nbpsu obyyumerneH cemMuHap Ha mema ,[Ilpasa Ha xopama

c yepexdaHus 8 brreapus”

OHnalH sudeo3anuc Ha emopu oby4yumerseH ceMmuHap Ha mema , Tpyoosu rnpasa Ha

Xxopama c yspexdaHus 8 bbrizapusi u nodkpena Ha pabomodamenume 3a HaeMaHe

Ha xopa ¢ yspexxoaHus“



https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_1fe13a664d81495e834316c8c5d4b03d.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_32f6c21e738540dd955908fbbafeb7f0.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_2ca6e195a4e04d0ead4c74140b6a3f20.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_dc6cbb15f6a048e6802b187f61afab9e.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_d14b9b6e5ab24f518480428c0f59c785.pdf
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https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_cf777e940af844709339096e68311128.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_095748b6a875454aac0501ce01082dbb.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_b18c1c51df79471cb844e07cae7d860b.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_b18c1c51df79471cb844e07cae7d860b.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_3aeb11b5ef45497288b4297e5900936c.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_3aeb11b5ef45497288b4297e5900936c.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_3aeb11b5ef45497288b4297e5900936c.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_f7c01f41e2604ed780090cd7ae8e5b2f.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_f7c01f41e2604ed780090cd7ae8e5b2f.pdf
https://www.youtube.com/watch?v=v8h_SOuR3KM
https://www.youtube.com/watch?v=v8h_SOuR3KM
https://www.youtube.com/watch?v=MuJVMETGizU
https://www.youtube.com/watch?v=MuJVMETGizU
https://www.youtube.com/watch?v=MuJVMETGizU

OHnaliH sudeo3anuc Ha mpemu obyyumerieH ceMuHap Ha mema , Ycrosusma Ha

naHdemusama om Covid-19, CouuanHu ycnyau u uyHa nomMous”

OHnalH sudeo3anuc Ha Y4emsbpmu oby4yumeneH cemuHap: JJucKycusi U 8bpocu o

memama ,,[lpasa Ha xopama c yepexoaHus "

OHnatiH sudeo3arnuc Ha 0sycmpaHeH yebuHap, nposedeH om EXA u FRAMBU (deH
1)
OHnatiH sudeo3sarnuc Ha 0sycmpaHeH yebuHap, nposedeH om EXA u FRAMBU (deH

2)

C6opHMUM 1 goknaau

CG60OpHUK € no1Ie3HU npasHU Mamepuasau U CnuchbK ¢ UHCMUMmMyuyuu 3a xopa ¢

yepexxoaHusi

[Joknag c npenopbkn KbM UHCTUTYLMN



https://youtu.be/--6YbQMJZmA
https://youtu.be/--6YbQMJZmA
https://youtu.be/en1G2uIW334
https://youtu.be/en1G2uIW334
https://youtu.be/AjAkHHSofJY
https://youtu.be/AjAkHHSofJY
https://youtu.be/kc9D5Lpze7E
https://youtu.be/kc9D5Lpze7E
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_4db40b6122ae45eb893fb6f23905480d.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_4db40b6122ae45eb893fb6f23905480d.pdf
https://1719bb1b-7082-4d95-9794-0b66d89897e4.filesusr.com/ugd/d84bed_24b8d5ea88444cac85cb6fd85bc2a1bb.pdf

Mopatbpxante ce MHcpopMmupaHu!

3a na ce aboHupaTe 3a HOBMHW OT NPOEKTa Unu Aa nonyynte noeseye nHopmMauus,
Mornsi noceTeTe yebcaiTa Ha NpoekTa: Www.empowerare.eu

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

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

You tube: https://www.youtube.com/channel/UCcZDultF90H 4TZ5hyfigdQ

lceland [P[ﬂj

Liechtenstein Active
Norway citizens fund

Tosu dokymeHm e cb3dadeH ¢ ¢uHaHcosama nodkpena Ha ®oHO AkmueHu epaxdaHu bwbreapus no ®uHaHcosusi
mexaHu3bM Ha EVIK. Lisnama omeogopHocm 3a cbObpxaHuemo Ha dokymeHma ce Hocu om ,bvneapcka XbHmuHembH
Acouyuayus® u npu Hukakeu obcmosimesnicmea He Moxe Oa ce rpuema, 4ye mo3u OOKyMeHm ompassiea oghuyuasrHomo
cmaHosuwe Ha ®uHaHcosus mexaHu3bM Ha Eeponelickomo ukoHomu4yecko npocmpaHcmeo u Onepamopa Ha ®oHO
AkmueHu epaxdaHu bbneapus. www.activecitizensfund.bg
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