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II-P ACEH ME/UKUJIVEB
MUHUCTBP HA 3[JPABEOITIA3BAHETO

A0
JIABAP JIA3APOB
MUHUCTGHP HA TPYJJA U COUUAJIHATA TTOJIMTUKA

A0
MPOP.A-P CALIO ITEHOB
MMUHUCTBP HA OBPA3OBAHUETO U HAYKATA

Komue no:
JIBUE3APA CTOEBA, IIOCTOSAHEH ITPEJICTABUTEJI HA BbJII'APH1S B OOH

OtHocHO: U3nbJjiHeHUe HA pe3oJionusaTa Ha O0moTo cbopanne Ha OOH ,,PemaBane
HA TNpPeIU3BHKATEJICTBATA Mpel X0paTa, KMBeelld C PsAAKa 00J1ecT M TeXHUTE
cemeiictBa® B bnarapus.

VYBaxxaemu I'-H Mepkuanes,
YBaxkaemu I'-H Jlazapos,
VBaxxaemu I'-1 I1eHos,

Ot umero Ha Hayuonanma mpeodica 3a 63aumMonomouy Ha xopa c¢ peoku Oorecmu B
bearapus, cecTosiia ce OT MpeacTaBUTeIN Ha MAlMEHTCKU OpraHu3aii, HeopMaTHH
TpyNH Ha TAIIMEHTH ¥ TAIIUEHTH U TPIKEIIH CE, 3a€THO C MEXTyHAPOIHUTE HU MApTHHOPHU
- HITO Komurer 3a penku 6onectu, Rare Diseases International (RDI) u EURORDIS- Rare
Diseases Europe - 6uxme McKamu aa W3pa3dM HallaTa Haii-Ibja00Ka OJaroaapHOCT 3a
npuemaneTo ot bearapus Ha 16 nekemBpu 2021 1., 3aenHo ¢ apyru 192 nbpaBu-4ieHKU
Y B KOHCEHCYC, Ha Pe3oaonus Ha O0moTo cropanue Ha OOH oTHocHO ,,Pa3pemaBane
HA NpeIu3BUKATEJCTBATa NpeJ X0opaTa, KHUBeellM ¢ psAKa 00JecT M TeXHHUTe
cemeiicTBa”.
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[Tummem BH, O MOBOJI €71HA TOJIMHA OT IpHeMaHeTo Ha Pe3oronusra u 3a ToBa, 4e € IOIIbII
MOMEHTHT bhJIrapus 1a MPUIIOKHU Ta3u PE3OJIOLHUS, KOSTO ,, NPUSHABA HEOOXO0OUMOCMA
OmM HACbPUABAHe U 3aWUMA HA YOBEUWKUMe Npasa HA 8CUUKU XOPd, BKIIOYUMENHO OKOIO
300 munuona xopa, sHcuseewu ¢ psaoxa borecm no ceema *.

[Toeue o1 400 000 mymu ca 3acerHartu ot psako 3adosnsBane B boarapus. [lo-ronsma yact
OT XOpara, >XKMBECIIM C psaKo 3abosisiBaHe ca B mnepudepusita Ha 0OIIECTBOTO,
HEpPAa3MO3HATH, 3aKJIeHMEeHN U JUCKpUuMUHUpanu. Te ca n3npaBeHu npea HepazoupaHe Ha
MHOTOMEPHHTE MPEIU3BUKATEICTBA, KOUTO 3acsraT BCUUKH aCNEKTH HAa TEXHUS >KUBOT,
OCBEH 37IpaBeTo. Te ca ysA3BUMO HACEJIEHHE B MCHUXOJIOTUYECKU, COIMANICH, KYITYpEeH U
MKOHOMHUYECKH acCIeKT, KOETO € W3MPABEHO TMpej AUCKPUMHUHAIMS W crenuduaHu
MpeU3BUKATENICTBA B 3J/IpaBEONa3BaHETO, OOpPa30BAaHUETO, 3AETOCTTa U CBOOOJHOTO
Bpeme. Bcruko ToBa CHITHO 3acsira ¥ TEXHUTE CEMENCTBA, BB3MPENATCTBA TIXHOTO aKTUBHO
y4acTHe B 00I1eCTBOTO, MPUUYMHABA (PUHAHCOBH MPpoOIeMH U u3oanus. Tazu cnenuduana
KOMOWHAIMS OT YSA3BUMOCT, U3KIIOYBAaHE U  HECHPABEAJIUBOCT € MPUYUHA
IpeIrn3BUKATEICTBATa HA XOpaTa ¢ pellku O00JecTH J1a ca MO3UIMOHUPAHU, KaTo MpobIemM
Ha MpaBaTa Ha YOBeKa Ha rjo0aiHo HUBO B pamkuTe Ha mporpamara Ha OOH 2030: [enute
3a YCTOMYMBO pa3BUTHUE, B ChOTBETCTBUE C MPUHIUNA  /Ja He ocmassame HUK020 3a0 cebe
cu’’ ¥ J1a ce CTPEMUM J1a IOCTUTHEM Hali-ajied Ha3a/l /10 HYyKJACIUTE Ce.

B boarapus, xopata ¢ peaku 00JECTH ce U3NPaBST Mpea;

» nuncaTa Ha Oe3IulaTeH JOCThI JI0 TEeHETHYHA JUAarHOCTHKAa W CKPUHHHT,
MEJUIIMHCKA eKCIIEPTH3a U aJIeKBaTHO UHTErpupaHe Ha EBponeiickure pedepeHTHH
MpEXKHU B OBJITapCKOTO 3/IpaBeolla3BaHe, JOCThI U peuMOypcHUpaHe Ha JIeKapCcTBa
CUpalll U MHOBATHBHHU TEpamuu, HeaJeKBaTHA Ha MOTPEOHOCTUTE MEIULIUHCKA
eKCIepTH3a, Kacaela TPYAOCIOCOOHOCT M HYKJa OT 4y’KJa MOMOI, KIMHUYHU
I'BTEKH HE OTTOBAPSIIN HA CTAHJAPTUTE 3a IPUKa 3a OTACITHUTE PEeIKU OoJecTy;

» JMIcata Ha HeMEIUIIMHCKA TPYKa 32 MAIUECHTHTE U TEXHUTE CEMEHCTBA U IThJIHATA
JUIICa Ha CHENHAIM3UPaHU COLMAIIHA YCIYyTH U MHPPACTPYKTypa 3a COIlMaliHA
noakpena Ha 95% OT 3acerHaTuTe, 3a KOUTO HAMa MEAUIMHCKA Tepanus ;

» JMIIcaTa Ha aJIeKBaTeH JIOCTHIT 10 00pa30BaHuUE 3a JieliaTa C PeIKH JUarHO3U, KOUTO
HE ca BKJIFOYEHU B HUTO €JIMH IUIaH, CTpaTeTHWs WJIM Hapeada, Taka de ja Obje
OCUTYPEH JIOCThIIa UM J0 00pa3oBaHWE B CHOTBETCTBUE C TEXHUTE CHCHUPUYIHU
HYX]IH.
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[Tpunaranero va Pe3omornmst Ha OOH e cThika B mocoka ,,HUKOW J1a He ObJie H30CTaBeH™
— W Hali-BeYe BB3MOKHOCT HYKJHWTE Ha OJM30 IMOJOBHH MIJIMOH CEMEHCTBAa C PEeAKH
OonecTH, kuBeenmy B bwiarapus na ObgaT NPUNO3HATH U Ja CE MOEME IMOJIUTHYECKH
AQHTQXXUMEHT KbM TSIXHOTO MOCPEILAHE.

CTpemMeXbT HU € MAaKCUMAJTHO HHTEH3UBHO J1a CE BB3MOI3BaME OT Bb3MOKHOCTHUTE, KOUTO
peanmzanusaTa Ha Ta3u Pe3oionus mpemocTaBst 3a OOIIHOCTTa Ha PEIKHUTE OOJECTH, U
OYaKBaMe C HETHPIEHUE JIa MTPOYINM OBACIINA Bh3MOXKHOCTH 32 ChTPYJIHUYECTBO C Bac.
[le ce paxBaMe aa opraHu3MpamMe Cpelila ¢ Bac WK BAalIUTE KOJIETH, BUPTYaIHA WIIH JIUIIC
B JIUIIE, 32 J1a 00CHANM TO3HU BBIIPOC MO-MOAPOOHO.

Hue, kaTo npeacTaBUTeIM Ha XOpaTa ¢ peIku 3a00siBaHus € B bbarapust, u3passsame ore
BEHBXK CBOSITA OJIArOJApHOCT W TMPHUBETCTBAME BCSKO IMO-HATATBIIHO JIEHCTBHE U
aHTa)XMMEHT, KOETO MOXKETe Jla MpeAnpueMeTre, 3a Ja MOoJ00puTe XKUBOTA Ha BaIIUTE
n30upaTeny, >KUBECIH C PSIIKO 3a00JsIBaHE.

Ha Bame pasnonoxenue,

Haranus I'puroposa, npencenaren Ha bbirapcka XpbHTUHITHH Acolanus U €eBpOIeNCcKU
nanrenTcku 3acTeitHUK B ERN-RND,

bopsina CrosiHoBa, mnpenceaaren Ha HanuoHamHO CApHXKEHHWE HAa MNalMEHUTE C
MUTOXOHJIPHUATTHYU 3a00JISIBAHUS W €BPOICHCKHY NareHTcKu 3acThitHuk B EURO-NMD,

Cysan ['enoBa, eBponeiicku manueHTcku 3acTbiiHuK B MetabERN,

JIunus Butranosa, npencenaren Ha Capysxkenue ,,3aenHo cpeury Capkoma“,

Enena [{onesa, npeacenaren Ha bbarapcka Acouunanuss AHUpUIUs,

Monuka CumeoHoBa, Tipejncenaren Ha bearapcka Acouuarus [Ipagep-Bunu Cunapowm,

I'muka KomuakoBa, mpenacematen ©Ha HAIIMOHAJIHA ACOLMALOUA 11O
CUPUHI"OMUEJINA,

HecucnaBa  XpucrakeBa, npexacexaren  Ha  Hanmonanna — acoumanus 110
Myxkononuzaxapuaosa,
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Npena Hemwoscka, npencenaren Ha Muacrenus I'paBuc bearapus,

Anrenmnna  IlackoBa, mpencemaren Ha  Acoumanusa ,,PamunHa AMwinoaHa
[Tonmuuesponartus bearapus®,

Cuexana lletpoBa, npencenaren Ha Cnpyxenue "Butamun /[ pe3ucrenTen paxurt",

[Tonmmna MunymieBa, npeaceaaten Ha HarmoHaiHo acoruanys Ha MallMeHTUTE ¢ ASUIIAT
Ha pacTeX eH XOPMOH,

[[Beranka Uykosa, npeacenaren Hammonanna Acomumanus Capkounaosa,
JIuna Anrenosa, Tepasp Cunapom bwirapus,

Antoanera KamOypoBa, Amuotrpoduuna Jlatepanna Ckieposa bearapus,
HNanuena boxunoa, maiueHT ¢ psAaKo 3a0oisiBaHe,

Jlana JlunoBa, MaliyieHT ¢ psAKo 3a00sIBaHe,

He3zabpaska KocroBa, namuenr ¢ psako 3adosisBane,

Jwisaa SIm6010Ba, AIMEHT C PSIKO 3a00JIIBaHE,

Panocnasa TogopoBa, manueHT ¢ psSaKo 3a00JsBaHe,

Haranus [TamykoBa, malueHT ¢ paako 3a0o0isgBaHe,

Npanka ['eopruesa, maueHT ¢ psako 3adoisBaHe,

[Ters I"aTeBa, Maiika Ha JeTe ¢ pSAAKO 3a00sIBaHE,

HNumutpuuka lllypkoBa, maiika Ha aeTe ¢ psjiko 3a00siBaHe.
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