PEOKU BOJIECTU
NEKAPCTBA CUPALMU

MHdopmaumoHeH 6toneTuH Ha bbarapcka Acouyumauua 3a Mpomoumsa Ha O6pasoBaHue n Hayka (BAMOH)

CKbNU NpUATENU U KoNeru,

Mpep, Bac e nbpsBMAT 6poM Ha Hawma MHPopmaunoHeH
6roneTmH. Owe egHa YacTULA 3a HalwaTa obuia Kaysa.

Beue 6aM30 9 roauHn, Hue B BAIMOH, upes
NMHpopmauymoHHma LeHTbp 3a Peakn bonectn u Jlekapctsa
Cupaum (MUPB/IC) n cneumanusmpaHua MeAMLMHCKU LEHTbP
,Papeluc”  cuctemHo M UeNeHacoyYeHo  pabotTum  3a
OCbLUECTBABAHETO HA KAyeCcTBEHW W AOCTbMHW AEWHOCTM Mo
34paBHa MHPOPMMPAHOCT, NPEBEHLMA, Tepanua, pexabunmtaumns
M couManHa MHTerpaumna Ha xopaTta ¢ peaku bonectn B bbarapwms,
peanusMpaHeTo Ha  HAy4yHO-U3CNe[0BaTe/ICKM  MPOEKTU U
eBponencko CbTPYAHUYECTBO, 3acunBaHe ponsTa Ha
HEeNpPaBUTENCTBEHUA CEKTOP W AMANOMbT  MEXAY  BCUYKM
3aMHTEepPecoBaHM CTPaHMU.

NHbopmaumaTa e 6e3ueHHO opbKue. A No OTHOLEHMe Ha
peakute 6onectu, nuncata Ha WMHOGOPMMPAHOCT U 3HAHMA ca
Cepno3Ha Npeyka 3a pellaBaHe Ha HaTpynanauTe ce npobaemu.
3aToBa M HWe pabotTum M we paboTum olle nNo-ycbpaHo, 3a Aa
HanpaBMM nNb/AHATa W afeKBaTHA WMHPOpPMAUMA AOCTbMHA A0
BCMYKM, 3alLOTO CaMoO

TEMA HA 6POA: MHGOPMUpaHHTe

peweHunAa morat Aa

PEAKUTE BONECTU B CMOMOTHaT /3  BbPBAM

Hanped BbB BCAKO €4HO Hal-IVIHaHVIe!
BbNrAPUA - AKTYAJZTHO
CbCTOAHUE, NOZIUTUKU
U TEHOEHUUU

Bbnpekn nbpBOHAYaNHUTE CbMHEHUA U CKENTULM3BM HA MHO3MHA,
HWE WM3MWHAxXMe AbAbr NbT. HawwuaT ycnex He ce M3mepBa CaMO CbC
cneyeneHnTe U peanm3mpaHm NPOEKTH, a C JOBEPMETO U NOAKPenaTa, KOMTO
HW rnacyBaT NAUMEHTUTE U TEXHUTE CeMeNcTBa, MeOULUHCKUTe
CNEeunanncTM u CTyAeHTWU, NpeacTaBUTennTe Ha 34paBHUTE BAACTU U
dapmaueBTnyHaTa nHayctpua. bnarogapvm Bu!




KAKBO, KbaE, Kora?

3A BYHEPA, AHEC U YTPE

NHbOpMauMOHEH UEeHTbP 3a peakn bonectn u
NlekapcTBa cMpauM NoANOMOrHa M343aBaHETO HA KHMrarta
»,3a BYepa, gHec u yTpe” - cOOpHUK C uctopumTe Ha 9
ObArapCckM NaUMEHTM C peaKu bonectm U TexHuTe
cemelicTBa. ToBa ca peanHW pa3Kasm 3a TEXHUTE CTpaxoBe
M HaZeXaMm, 3a BCeKMAHeBHaTa Mm H6opba aAa npomeHAT
cratykBoto. MUPB/IC 6narogapy Ha cbaBtopute Mapwusa
KbHueBa, lZopp,aHKa NMeTtkoBa, CBeTnaHa ATaHacoBa,
EneHa [Oumosa, [ecucnasa  Xpuctakesa, AHeTa
deogopoBa, AnbeHa [Oumutposa, EneHa EHeBa,
LiseTtennHa KOpyKosa.

lpoyememe noseye 3a kHU2ama Ha cmp. 4

OAPEHUE HA ML PAPEAUC
MeanumHckn  ueHTbp  “Papelnc”  npepoctaBu  Ha
HaumoHaneH annaHc Ha xopa c pegkn bHonectm pJapeHue Ha
cToitHoct 12 000 neBa B pamkuTe Ha 6naroTBopuTenHaTta
KamnaHua ,bbau conupapeH, nogapu wactue!”. [dapeHueto
cvbabprka 10 MHoMBMAYanHM Baydepa 3a MeOUUMHCKM YCAyrn Ha
eZInHnYHa ctonHocT ot 1 200 nesa.

PONATA HA NAUMUEHTCKUTE ACOUUALUU

Kpbrna maca Ha Ttema ,[llauMeHTCKUTE OpraHM3auum
KaTo ¢aKTop 3a ¢opmupaHe Ha 34paBHA MNOAUTUKA® ce
nposege Ha 29 oktomBpu B [lnoBgue, B crpagata Ha
ObnacTHaTa agMUHUCTPALLUA.
il OpraHuzaTtopu b6Axa HauuoHaneH anmaHc Ha xopa ¢
peaku 60necw| bbarapcka acou,mau,m-l 33 NnpomoumA Ha obpasoBaHMe 1 Hayka n NTannaHo-6barapcka ¢oHaauns —
Mnosaus. CneunaneH roct 6e Mapuena boyapao, YyneH Ha KamapaTa Ha genytatute B Utanumsa.

M-»a bo4yapao e aBToOp Ha peamLa 3aKOHONPOEKTU B 061aCTTa HA 34paBEONA3BAHETO U COLMANHUTE TPUXKMK,
MMa AbAroroguweH nornes Bbpxy poasaTa Ha NAUMEHTUTE OT HAaCcbpyaBaHe HA Hay4HOM3CAe[0BaTE/ICKM AENHOCTH
0,0 VHULMUPAHE HA 3aKOHOAATeNIHM MPOMEHM.

ENMUAEMMUONOTUA HA PEAKUTE BONECTU EXPERIVENTAL
W3nese or neyaT kHurata ,Enupemuonorus Ha peparute s

6onectn”. KHurata ce 6a3vpa Ha CBETOBHMA ONWUT Ha BoAeWM | HAHE BISEASES Volume 686
CMeumManncTM W 3acAra BaHU BbBMNPOCU KATO Cb3zaBaHe Ha : o

MAaLMEHTCKM PerncTpu; cbbmpaHe, CbxpaHeHWe 1 pasnpocTpaHeHue EP“]EM",“_“EY
Ha 6uMomaTepuann oT HGMOBAHKK; BanuAMpaHe U M3MNoN3BaHE HA
reHeTUY4eH CKPWHMHI Ha HOBOPOAEHW; MpPenU3BMKATENCTBA MU
MOZEeNn 3a M3CcneABaHUA Ha HAceNeHWeTO 33 PeAKU BPOLEHU U
HacneacTBeHW 3a601BaHUA; CTaTUCTUYECKM METOAM 3a reorpadcku
aHaNM3n Ha peakute 60nectM; HeobxoAMMOCT OT  KAMHUYHM
NPOYYBaHUSA W CPABHWUTENHM WU3CNeABaHUA Ha e(deKTUBHOCTTa;
M3UCKBAHWA Ha PerynaTopHUTE OPraHu.

[ edited by
Ekcnept ot MUPB/IC yyacTBa KaTo CbaBTOP B KHWUrata v no Manigl Posada de Ia Paz"
cneumanHo nasa 26 - "HauuMoHanHW nnaHoBe W cTpaTerMmn 3a ; . otephen C SGrow
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peaku 6onectn B EBpona".
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AHETA U CBETNA -
HOMWHUPAHU 3A ,MHOBEK HA TOOUHATA“

AHeta ®eopopoBa wn CBeTnaHa ATaHacoBa OT Acoumaums
»MyKoBucLMA03a” B6Axa cpes HOMUHMpPAHUTE 3a roguMLWHaTa Harpaga 3a
NMPMHOC KbM MpaBaTa Ha 4YOBeKa Ha BbArapckm XxensmHKCKM KomMUTeT.
[BeTe MmallkKm oT roguHu ce 60OpAT 3a npaBoTO Ha 6onHUTE OT
MYKOBUCLMAO03a 33 aLEKBATHO W KayecTBEHO JiedeHue, OU3UKanHa
pexabunutauma u coumanHa nHterpayma. Hag 1 200 aywm rv noakpenmxa
C rnaca cu, cpeg Kouto n nnvHo Kapauiin ge Puke — npeacepaten Ha CF
Europe.

OBYHUTENIEH CEMUHAP 3A XOPA C PEOAKU BONIECTU
Ha 12 ¢espyapu 2011 r., HaumMoHanHMAT anmMaHC Ha XopaTa C peaku 6onecTn opraHusmpa obydmTeneH
CEMMHApP Ha Tema ,lCUXONOTNYECKUTE METOAM - HAYMH Ha CaMOonoMmoLy, 332 Noao6pABaHE KavyeCcTBOTO Ha KMBOT Ha
XopaTa c peaku 6onectn n TexHuTe cemencTea“. JIEKTOpU Lie ca U3BECTHUAT NcuxoTepanesT MaaneH Anradapu m
ncuxonoroeT EneHKko AHrenos. YyacTHUUMTE We MMAT Bb3MOXKHOCTTA Aa NOAy4aT LEHHW CbBETM, Aa Ce MOTONAT B
TemaTa Ha NO3UTUBHOTO MUC/IEHE U KaK HaW-Ao0bpe Aa ro n3nonssat B TAXHA Non3a. CeMUHapbT LWe ce npoBese B
Mnosgu.. YuactmeTto B npoasaTta e 6e3nnatHo.

3HAA, MOTA, YCNABAM
ObyunTeneH cemumHap 3a xopa Cc peakn bonectn we ce nposede Ha 1-7 mait 2011 BbB Bennko TbpHOBO.
,3Has, mora, ycnaBam“ Mma 3a Uen A3 NOANOMOrHe MauMeHTUTe C peaku 6onectm B JIMYHOCTHOTO UM
yCbBbpLEHCTBaHe M M3bopa Ha npodecnoHanHo nonpuue. ATenmeTto ce GMHaHCMpPa NO eBponencKkaTa nporpama
,YueHe npe3 uenua XuBoT”. JlekTopu wWwe 6O6bAaT eKun NCMxo0n03u, Ccpes, KOUTO U WU3BECTHUAT PpPeHCKM
ncuxotepanesT U nucaten JlopaH NyHen.

BTOPA HAUMOHANNTHA KOH®EPEHLUMA 3A PEAKU BONIECTU

Ha 9-11 centemspu 2011 r. B MnoBamB we ce nposeae Bropa HaunoHanHa KoHdepeHUMna 3a peaku bonectu
WU neKkapcrtBa cupauu. PopymbT We NpeanoXkn npes3eHTauum Ha BoAewM CneumasnucTt no OCHOBHUTE KAMHWUYHMU
CNeunanHocTM, paboTHU Cpeln M Bb3MOXKHOCTM 3a AMCKYCMM MEeXAY Y4acTHUUMTEe, NpeacTaBAABalLM BCUYKM
3acerHaTuv rpynu, noctepHa cecus. Cpes OCHOBHUTE TeMM We 6baaT oueHKa Ha HaunoHanHaTta nporpama 3a peaku
bonectn nocpeacTBOM MUHAUKaTOpUTe M npenopbkute Ha EUROPLAN, Kakto M aHanmM3 Ha pesyntatute OT
enuaemmoNorMyHUTE pPerncTpm 3a pegkm bonectn y Hac. CbbuTMeTo we ce cbCcToM B KoHrpeceH UEHTbp Ha
HOBOTEJ1 - Nnhosaus.

NMOBEYE 3A NEPCOHATUSBUPAHATA MEOAULUUHA
Pa3pensbT 3a yecTn BbNpocu Ha canta Ha MUPB/IC e obHoBeH ¢ Hpollypa,
CbAbprKalla Hal-yecTo 3a4aBaHMTE BBbMPOCK 33 NepCcoHanM3MpaHaTa MmeauumnHa u
TexHute oTtroBopu. MaaTepuansbT e noarotBeH oT European Genetic Alliances

azian, 3 usTons Spasi-

Network (EGAN) 1 e agantupaH Ha 6bArapcku esmk ot ekuna Ha ULPBJ/IC. =

MpaBMAHO nNpunaraHa M AONBAHEHA C KAMHUYHWM YMEHUA Ha NekapwuTe,
nepcoHanMsMpaHaTa MeAuUMHA Lie OTKPME HOBM Bb3MOMKHOCTM 33 MpeBeHuMA K H““‘\H“H “M“ K“\\mh
TEPanusa Ha MHOrO HeseYMMM 33 MOMEHTA 60/1eCTU. TOBa € OBACT, KbM KOATO | i oo s spmss e oo
NauMeHTM W NeKapu WMMaT FONeMM O4YaKBaHWA (KaKTO MONOMKWUTENHK, TaKka M T
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OTPULATENHM) OTHOCHO Bb3MOMKHOCTUTE 3a MOCTUraHe Ha No-A06po nedyeHue u
KOHTPOJ Ha bonecTuTte.
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3A BHEPA, AHEC U YTPE — 9 PEA/THU UCTOPUU

B Kpaa Ha oktomepun WLIPB/IC cbBmecTHO ¢ 9
nauMeHTM c peakn 6HonectM noAroTBM KHUXKKaTa ,,3a
BYepa, gHec u yTpe”. EAHO mManko no pasmepu u obem
n3faHue, HO HOCELLO0 OrPOMEH EeMOLMOHANEH 3apAg, He
CaMo 33 fgeBeTTe aBTOPKM U TEXHWUTe CEMEeNCTBa, a 3a
BCUYKM X0pa C peaKkn 6onectn B bbarapumal

BbnpeKkn, Ye 4YOBELWKOTO HelacTMe HAMa ABe
e0HAKBM U3MepeHus, cbabute Ha xopata C pegku
6onectn cum npuamMyaT nopasasallo. ToBa ca repouTe Ha
HaweTo Bpeme, 3aWOTO [AOCTOMHCTBOTO, C KOETO
npuemaT TeXKaTa CU y4yacT WU LeneycTpeMeHocTTa, ¢
KOATO ce OnuTBaT Aa NpebopAT Harnes HEBb3MOXKHM
334344, Ca HEM3IMEPUMMM WU 3aC/y)KaBaT CaMO OFPOMHO
yBarkeHue!

Mpes peakuTe 6GoNectM BWUHArM e  CTOAN
nNpobiembT, Ye 33 TAX HUKOM HUWO He 3Hae, HUKOWN He
roBOpW M HUKOM He ce 3aHMMaBa. He To/IKoBa inncaTa Ha
¢du1HaHcoBM cpeacTsa, a HenHpopmMMpaHOCTTa,
6e3aywmneto n bespasnmumneTo ca egHN OT OCHOBHUTE Npobaem. MCKpeHo ce HagaBaMe, Ye Ta3n Masika KHUMKKA e
CNOMOTHE 3a CbLLeCcTBEHA NPOMAHA B Cb3HAHWETO, OT KOATO LANOTO HM 06LLECTBO MMA HYyXKAa!

Mpepnarame By u3bpaHu oTKbCcKM OT ucTopumTe. KHurata ,3a Buepa, AHec U yTpe” ce pasnpocTpaHABa
6e3nnaTHO N MoKeTe Aa A CBanuTe oT Hawwma canT (www.raredis.org).

»-..BCUYKU me3u ¢akmu npedHayepmaxa MOA XHuUsom U MocoKama My - MoA08UHAMA MPEMUHA 10
b6onHuUyumMe, a dpy2ama 8 0eHOHOW,eH CMpax u HanpexceHue. Tosa ce ompasu He CAMO HA MEH, HO U HA OKO/IHUME.
Obwiecmeomo HU € He2amueHO HACMPOEHO KbM uHsanudume. [loseyemo xopa MOOKAAHOAXA ereOHEe8HO
Yyy8CMeomo Mu 3a 8UHQ, Y€ CbM MpPeyKa rno nvms um, U ce onumeaxa 0a Mme omcmpaHam. ckame 0a cme cped 8ac
u 0a usxuseem onpedeseHOMo HU speme myk ¢ 0ocmolHcmeo u s0u2Hama 2aaea cpewy ce0bama.”

»e-A MBAYAHUEMO U He3HaHUemo ca Hali-cmpawHu. OmKbvcae4yHu cao8a “0aHo 0a He e mosa”, “00Kkamo He
usnAazam pesyamamume, He ce 6e3noKoli” u dpyau. A mu He 3Haew Huwo. Kakeo e mosa “mosa”? U3cnedsaHuama
3ano4yeam 0a npucmuzaam eodHo csed 0pyz0. Yemewl, HO HUW,0 He pa3bupaw.”

»...Koeamo OduazHo3zama eeue e cueypHa, daseam mu eOHa eudeokacema, npAwam me 2aope 8
OHKos102U4HOMO omoesieHue 0a s 2nedaw u me ocmasam cam. Kakea upoHus! Moxce 6u 3a 0a cu Kaxceuwl, 4e uma u
Opyau 6oaHuU devuya, Koumo cvujo cmpadam?! Moxce 6u, kKamo ce obnezHew Ha maxHama 60sKa, we npuemew
ceoama no-necHo?! He 3Ham! A ma3u Kacema Ka38a makuea cCMpawHuU Hewa, Ye 0opu He Moxew 0a 3anaa4yew
geye. Cmouw cu Kamo 3aMpaseH mam, 8 OHA3U CMas, U He Moxcew 0a nomMpwvoHeuw. Toeaea causaw rnpu 6eb4emo
cu, 83uMaw eOuH anapam u 3ano4Yeaw 0a CHUMAW, CHUMAW, 3au,0mo cu MUCAUW, Ye moea uje e eduHcmeeHomo,
Koemo we mu ocmaHe. M 8 cbuyomo epeme Cu Ka38aul, Ye moea He e UCMUHA, ompu4yauwl u He 2o npuemaw.”

»...00a4e ce ycMuxeaw U pa3Kassdw, 3aWomo ee4ve rnopacHagsomo mu deme e 0o meb u nonusa 8cAKa
oyma. 1 mu my edvbxeaw ysepeHOCcm, 4ye Moxce 0a ce crnpasu ¢ npobaemume, yrnopumo npodvarasauw 0a
HacmosAsaw 30 UHXasayuume, caeduw 3a sekapcmeama. [1oHAKo2a e mpyOHO, HO 3Haew, 4Ye Mosad e
eduHcmeeHUAM Ha4YuH u He mpsabesa 0a ce omnyckaw.”
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»---[0 mpemus O0eH cned paxdaHemo Hawemo MAsKO MOMYEHUe seve umauwle pacmAawu Mexypu u Ha
AaKmume om rosusaHemo. lossuxa ce paHu u 8 ycmama. [pumecHeHa, Ye HAMa 0a moxce 0a cyve, ce 0b6adux rno
menegoHa HA HAYUOHAAHAMA KOHCYaAMAHmMKa 3a Eb, yulimo Homep mu 6axa Hamepuau npuamenu. [Mbpeomo,
Koemo msa mu Ka3a beuwe: ,,38y4yume MHO20 criokolHa 3a malika Ha deme ¢ maKkasa ouaz2Ho3a.”

,...[lepcoHanbm CcB8UKHA ¢ HaAc, nomaz2axa Mu 3d
npespv3Kume, 3au,omo seye beuwe He8b3MOXHO CaM Y08eK 0a
ce cnpasa. Cmapaexa ce 0a MU Ocu2ypAsam KAKeomo € o
cunume um. baxa Mmuau ¢ MeH, 0maoeapsaxa Ha 8brpocume mMu,
obcvioaxme 3ae0HO KOKBO Moxce 0a ce Hanpasu. Mucnas, ye u
me Hay4yuxa docma om 3a60a48aHeMo Ha 0ememo Mu, 8UOAXA
HAKOU MOOepHU mMamepuanau, Koumo ObUKHOBEHO He ce
usnonsseam e boaHuyume; pazbpaxa, ye pooumensm e 24 yaca
c dememo U He2080Mo MHeHue cbuwo mpabea 0a ce 83ema
npeodsuod, 3a 0a Moxe neyeHUemo 0a e UHOUsUdyaau3UPaHo U
8b3MOMCHO Hal-uwaoauo.”

.. Makap ue He moxce 0a cu 08UXU pbleme, MaKap 4e My ce Hasaz2a eceku 0eH 0d 20 800UM HA Pa3AUYHU
npouedypu, Makap 4Ye u3pacHa no 60AHUYU U 7AeKapCcKu KabuHemu U rfpekapea roseye speme C aeKapu,
OMKO/IKOMO C 8PBCMHUUU, yCMUBKAMa He cau3a om auyemo my! [la, moli e mosnKosa Avbye3apeH U no3umueeH, a 8
cvuomo speme e bopbeH u ynopum! TouHo mosa mu 0asa cusau 0a npodvaxca 0a ce 6ops u 0a He Yy8am PenauKu
Ha nekapu om pooda: "Amu sue cme maadu, pooeme cu 0py2o deme!" unu "Amu wjom 00 ceaa He cu e pa3od8uUMUSO
pbvueme 2o yyueme 0a rnuuwie ¢ ycmama u 0a ce xpaHu ¢ kpakama!" TexKko e 3a edHa malika 0a npueme u 0a xusee ¢
MUCbMa, Yye dememo U e passau4vyHo, 4e 0ememo i HUKoza HAMa 0a e kamo Opyaume! TpyOHo e Oa ce ouyesnee 8
Hawemo obuecmeo, Ke0emo HAMa macmo 3a boaHume u 3a pasauyHume!”

».-.AKO Me cpewjHeme Ha yauyama, npocmo we 8u ce CMops CMPAHHA, HO HUKo2a HAMA 0a pazbepeme. AKo
pabomum 3aedHo, we 3abenexcume HAKOU 0cobeHOCMU Ha Xapakmepa, Ho HUKOo2a HAMA U 0a npednonoxcume. AKo
ce 3abasna8ame 30e0HO, we omKpueme 0o0cma YepHOMO MU 4Yy8CmMBO 30 XyMOp, HO HUKO2a HAMA 04 rpo3peme.
3awjomo, 8vrpeKku 8cUYKo, a3 com edHa om eac. ObUKHoseHa MaAada xceHa, medymaeuw,a 0a 6voe npuHyeca u da
UMa repcoHaseH cynepeaepoli, HO 8Apsauwa noseye 8 0obpomama Ha 0O6UKHOBEHUSA Y08eK U ybexcdeHUemo cu, Ye
HAMA HEe8b3MOMHU Hewa!”

,»...HaKaxme omeosop mpu meceua, npes KOUMO Mpu MbmMu NOCMbI8aAxme 8 UHMeH3usHomo. Hakpas Hu
Ka3axa, Yye MoHeMce HAMA KAUHUYHA MbmeKa 3a mosea psA0Ko 3abondeaHe 8 bbazapus, He mo2am 0a HU Haco4yam
KoM yyxcbuHa. AbcoaromeH napazpag 22 — noHexe myK He aexkysame EB, HAma O0a eu nycHem 0a udeme mam,
Kb0emo 20 sieKysam. HAK0KO OHU Mo-KbCHO MA/AKUAM HU CUH MoYuHa. baazodapHa cbm Ha cmomuyume bvazapu,
KOUMO HU MOOKpenuxa u HU nomozHaxd. bnazodapHa cbM HA MeOUYUHCKUA MepcoHas, Kolimo Hanpasu 6CUYKO,
Kakeomo bewe no cuaume my. 3a 0bpxcasama npobsemume Ha Moemo 0eme He cbuecmsysaxa.”

,..Ickam 0a eapsam, Yye HAKOU OeH obuecmeomo HU we ce cbbydu U we ce ombvpcu om OpebHUmMe Heuia 8
HUusomMa — 8UsU, KOAU U OXOAEH XUeom, a we ce (hoKycupa UCMUHCKU 8axcHume npobaemu. U 8 KpaliHa cmemka
we nodade pvKama cu Ha nayueHmume c peoku 6oasecmu.”
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PEAKUTE BOJIECTU B BBJ/ITAPUA:
AKTYANHO CbCTOAHUE, NONNTUTUKU U TEHAEHLUUU

ULIPE/IC nybaukysa smopus om nopeduyama cu 0630pu, mo3u nbm noceemeH HA GKMyasaHomo
cbCcmosHuUe U meHoeHUuume 8 obaacmma Ha pedkume bosnecmu 8 bvaeapua. [Joknadbm cbObp}#(d 5 OCHOBHU
pas3dena - mMemooosao2us U ynpasaeHue Ha HayuoHanHama npoepama 3a pedku bosaecmu (2009-2013);
dehuHUyUA, KOOUPAHE U KAacugukayua Ha pedkume boaecmu; Hay4yHou3caeoosamescka oeliHocm e obaacmma
Ha pedKume bosecmu; eKcriepmHU UeHmMposge, peghepeHmHU Mpexcu u 0ocmbvn 00 seKkapcmea cupayu;
nayueHMCcKU op2aHuU3ayuuU.

AHanu3em HuU ce 6a3upa Ha Mpu OCHOBHU 0OKyMeHmMa — npenopbvkama Ha Cbeema Ha EC 3a delicmesue 8
obsnacmma Ha pedkume 6onecmu, npernopvKume Ha npoekm EUROPLAN u HauyuoHasnHama npoz2pama 3a peodxu
6onecmu. lpu nonvasaHemMo Ha U3cned8aHUMe UHOUKAMOpPU ca om4yemeHU KoMeHmapume u rpernopvKume Ha
yyacmHuyume 8 lMvpsa HAYUOHAHA KOHhepeHyus 3a pedKu boanecmu.

Moxceme 0a pasznedame nvaAHUA 0630p ¢ oyeHKU u obsacHeHusa 3a bvsazapua no omédesnHume
UHOUKamopu e pasoend 3a PETUCTPU U CTATUCTUKA Ha calima Ha ULIPBJIC.

EUROPLAN

European Project for Rare Diseases National Plans Development

Public Health
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PenkuTe 6onectn npeacrTasnABaT 3aniaxa 3a 34paBeTo Ha rparkaaHute Ha EBponeinckuma cbios (EC), Tbih KaTo
CTaBa BbBNPOC 33 JKMBOTO3ACTPallaBaALLM WAN  XPOHUYHM WHBANMAM3MPALWM 3abonaBaHMs cbCc cnabo
pa3npocTpaHeHWe U BUCOKA CTEMEH Ha CI0XHOCT.

Mo obuwa npeueHKa cbuecTByBaT mexay 5 000 1 8 000 otaenHU peakn 3abonsaBaHUA, KOUTO 3acAraT Mmexay
6 % 1 8 % oT xopaTta B e4Ha cTpaHa. C gpyr1 Aymu, BbNpeKkn ye pegkute 3abonaBaHMA ce XxapakTepumsmpar cbe cnabo
pa3npocTpaHeHne, obwmAT 6poi Ha 3acerHaTUTe OT peaKu 3abonasaHusa xopa B EC e mexay 27 MAH. U 36 MAH.
aywu. NMoBeyeTo OT TAX CTPAAAT OT NO-Ma/Ko cpeLaHn 3abonaBaHMA, KOUTO 3acarat eguH Ha 100 000 aywm unam no-
MasiKo. Te3n nauMeHTU ca 0cobeHOo M30ANPaHN N YA3BUMMU.

Mopaan cnaboto cu pasnpocTpaHeHMe, ocobeHOCTUTe W BUCOK 0OLW, Bpoi 3acerHatM Xxopa, peakuTe
3abonaBaHMA M3MCKBaAT rnobaneH noaxond, OCHOBABALL Ce Ha cCrneuuanHM M KOMOWMHMpPAHM ycuaus, 3a ada ce
NpeaoTBPATAT 3HAUYMTENHM HMBA Ha 3abonNABaHMATA WM NPEXAEeBPEMEHHA CMbBPTHOCT, KOATO MoOXe ga bbae
nsberHata, Kakto M 3a ga ce noaobpu KayecTBOTO HA KMBOT U COLMANHO-UKOHOMMYECKMA MNOTEeHUMan Ha
3acerHaTuTe aunua.

Mpe3 nocneaHuTe roguHW, peakute 60necTM ce yTBbpAMxa KaTo npuopuTeTHa obnact B 0bwecTBeHOTO
3apaBeona3sBaHe Ha EBponenckma cobro3. C pegmnua opuumanHu aokymeHtn, EC npusoBa cTpaHUTE-YNeHKU Aa
npegnpuMemaTt KOHKPETHM MepKM 3a nogobpseaHe Ha

npodunaKkTUKaTa, AMarHoCTMKaTa, NeyeHneTo LR w—— ﬁ mwwwmwm )
pexabunautaumata Ha xopaTta c pegku 6onectn. CeoeobpaseH et st st 52 “ n— o) ety
e daendliiaeg | inleiiaiddia on

BPbX Ha Te3n UHULMATUBM be npMemaHeTo Ha ﬂpenop'bKa 3a TimAOa 11 T uTAPUA ACCMAL B TIRACR 10k Dnamadios W HAML (RATIOH]
nelictene B obnactta Ha peaku 6onectu (8 toHm 2009 r.). C Hen

ce npukaHea KomucuaTa fga W3roTBM 4o Kpas Ha 2013 r. | BPeR! MoSMEeI0N0
nporpama 3a JAeincteue Ha O6WHOCTTa, AOKNag 3a PELKUTE GONECTU B BBATAPUSA
npuaaraHeTo Mo HacTosWwarta MpenopbKa, agpecupaH Ao

v v NEPH OQMYEN DEIDP HA ARTYANROTD CECTORHHE H TERGERLIN
EBponenckma napaameHT, CoBerTa, EBponenckuma e A

MKOHOMMYECKM W couuraneH KomuteT U  KoMUTeTa Ha  [Wemodonosis
HOCTOSUIRT 06100 1A 30 LEA A3 COMILS POAPOBIS 1 AD SHENNTH ONTYARIOND EHCTOMINE M TEHASUUNINE 1

perMOHMTe. ,ﬂ,OKnap,bT |.|.||e 6bp|e 6a3MpaH Ha MHd)OpMaU.MﬂTa, SOAMTTS KA peaTe BOARTTH & BLATapAA. DEIRT Chabiken 5 Onaia pragess;

. Mﬂmﬂﬂmn W VHRERASHAE Hul.nwnum pGTRAE S pEakh BatecTi (2049-2013)°

npenocTaBeHa OT AbPKaBUTE-YNIEHKM, KOUTO c/elBa [Aa anpaic i wracs W8 peonre Goncct
®  Hiysimeacnsnooare scen AeRM0cT 8 ofnRcTTs 38 pe st e fonscm
0obMUCNAT CcTeneHTa, B KOATO MpeaJ/IOKEeHUTe MepKM ca - f,”:;:"“"‘:“’“;:‘:‘“““““”““"”““““‘"“‘“""""“"
) Beoewn or temn pas, ececTanes or 3 cengin
Ed)EKTVIBHVI, KaAKTO U HEO6XOLI,MMOCTT3 oT 6'bLI,€LLI,VI LI,EMCTBVIFI 3a . tﬂllwn::\uT::nrﬁpemputuna(},ul:uuaEcun_!ﬁnmJ_aﬂlrm»upcamemmn‘
*  Mugopiaang of N pencfuante no npoekt ELROPLAN *
noaobpaBaHe Ha XMBOTA Ha NaUWEHTUTe, CTPadalln OT PeaKu * Wimamoon 38 cueia. pe o rpsenT EURCPLANL

NMpoerryr EURDPLAN, deiipaiien of EBpopeicuora nonackin, sb 3@ WER 8 MOMOME CTRIMMATE-ANERN Npn
POIBIOOTRINETO HE HELMOWSAMN TOWTHIA 33 TOLOOPREIHE ADCTENS W ELIMOHCHDITTA 33 MEEBEHUAA,

3abonaBaHMA 1 Ha TeXHUTE CEMeNCTBa. omeecluindPnabinmm ppec nerslon e oo Tl




TEMA HA 6POA <7>

B TO3M KOHTeKcT, bnarogapeHne Ha MHTEH3MBHATa paboTa Ha HenpaBMTE/ICTBEHMA CEKTOP B JIMLETO Ha
Bbarapcka Acoumnaums 3a Npomouns Ha ObpasosaHune u Hayka (BAMOH) u HaunoHaneH AnnaHc Ha Xopa ¢ Peaku
Bonectn (HAXPE), Bbarapus usnpesapu cbbutMATa KaTo Ha 27 Hoemspu 2008 r. MUHUCTEPCKM CbBET npue
HaunoHanHaTa nporpama 3a peaku 6onectn 2009-2013 (reHeTUYHM, BpoaeHU MandopmauumM U HeHacneACcTBEHU
3abonaBaHuA).

bBanso aBe roavHW cnep HEMHOTO CTapTupaHe obaye, XxopaTa C peakM 6onectTy ca U TeXHUTE CemencTsa
NPoAb/AXKaBaAT Aa ce CONbCKBAT eXKeAHEBHO C MPOABU HAa AUCKPUMMHAUMA, HAMAT AOCTbN A0 aZEKBATHO NeYeHue,
OTKa3BaT UM Ce Bb3MOMKHOCTU 3a pexabununtauma n nHTerpauma. HaumoHanHata nporpama 6e nbY Hagexaa 3a Tesu
X0pa, HO HEMHOTO peanu3MpaHe HenpPeKbCHAaTO BMBa CMbBAHO OT BIOPOKPATMYHU MPEYKU, AUNCA Ha PUHAHCUpPaAHe
(BbNpEeKM 3a10’KEHOTO TaKOBA) M He Ha NOCAEAHO MACTO IMYHN aMBULIUN U UHTEPECH.

Bcuuko ToBa 6€ KOHCTaTMpaHO no Bpeme Ha [MbpBa HauMOHaNHA KOHpepeHuMA 3a pepkn bonectu.
YyacTHMUUTE B KOHdepeHUuMAaTa ce obegmHMXa OKONO CcnegHuUTe NpenioXeHUAa M HaCoKM 3a AeilcTBMe Ha
HAUMOHANHO HMBO:

* MNb/IHa NOAKPENa Ha 3an0XeHuTe npuoputetn B MpenopbKkata B 0b6nacTTa Ha peakute bonectu, npmeta

Ha 9 toHK 2009 ot CbBeTa Ha MUHUCTPUTE Ha EBponenckus colos;

* obe3neyaBaHe Ha HauuMoHanHaTa nporpama 3a pegkum 6onectu ¢ npeasuaeHnTe cpencTsa, Heobxogmmm

3a HEMHOTO U3MbJ/IHEHUE;

*  HeobXxo4MMOCT OT CNeLwHM 3aKoHoAaTeIHU MHULIMATUBK B 3aLliMTa NpaBaTa Ha XopaTa C peaku bonectu u

ocurypaBaHe Ha ageKkBaTHa NPOGUNAKTUKA, NeYeHUe, PEXabUNUTALMNA U COLUMANHUN TPUXKMK;

* CTUMyAMpaHe Cb34aBaHETO Ha enMAeMUOIOTMYHN PErucTpm 3a peakn 6onectu B bbarapus;

* npuaaraHe Ha MHTErpupaH Noaxo Kbm xopaTa c pefikm 601ecTm u TeXHUTE CEMENCTBa;

* OpraHMsMpaHe U NpoBeXgaHe Ha obuwecTBeHa KamMnaHWA, MMala 3a Uen Cb3gaBaHeTo Ha ¢oHA 3a

CTUMYNMpPaHe Ha Hay4YHUTe nscnenBaHua B obnactra Ha pegkute bonectu B bbarapus.

XopaTta ¢ peaku 6onectn M TeXHUTE CemeincTBa NpoAab/XKaBaT Aa ce HagAasaT npeacToawmte pedopmn B
3/paBeona3BaHeTo Aa NoAobpAT Bb3MOXKHOCTTAa MM 3@ MHTErpauMa M paBHOMPaBeH AOCTbM A0 CbBPEMEHHU U
KauyecTBeHW 34PaBHU TPUNKMN.




<8> Kou CME HUE?

ﬁ Bbvarapckata Acoumauma 3a [pomouma Ha O6pasoBaHuMe u Hayka (BAMOH) e
‘ HenpaBUTE/ICTBEHA OPraHM3auMAa C HeCcTOMaHCKa Len, perncrtpMpaHa Cbl/lacHO pasnopeabdbute Ha
3I0/THL, npe3 2003 r.
OcHoBHUTE Uenn Ha Acoumaymara ca:
* A3 CTUMYAMpPA HayYHUTE U3CNeaBaHUS;
* A CTMMyAMpPA Pa3BUTMETO HA TEXHONOTMUTE, KAKTO U TAXHOTO MNPAKTUYECKO NPUNOXKEHUE;
* [Aanognomara BCUYKM chepun Ha 06pa3oBaHMETO M HAayKaTa B MeauLmMHaTa.

BAMNOH

Mpe3s 2004 r., BANOH cb3gane UHPopmauymoHeH LieHTbp 3a Pepkn bonectn u Jlekapcrea
Cupauu (MUPBJIC) - nbpBaTa M eANHCTBEHA M3TOYHOEBpPONelcKa obpasoBaTenHa U MHGOPMALMOHHA
ycayra, nocseTeHa Ha MauMeHTW, acounauum u MeauUMHCKWU crleunannuctn, uHTepecysalwm ce oT

pefkute 6onectn n nekapcTeaTa-cMpaLm.

OcHoBHUTe ¢yHKUMKM Ha UUPBC ca npeaoctaBaHe HanbaHO 6e3nnatHO Ha MHGopmauma 3a
pefkn 6onectu, cneunanm3MpaHn KAMHUKKW, nabopatopum B EBponma M cBeTa, OCblLecTBABAHE Ha
KOHTaKTN MeXxAay BoAelm cneuuannuctu, nekysaliy nekapu u naumeHTu; cb3gaBaHe U noagbprKaHe
Ha MHOroe3MyeH MHTEpHeT CaWT C MHPOpMauMOHHA WM obpasosaTenHa uen (www.raredis.org);
opraHuM3vMpaHe Ha paboTHM cpewmn U KOHbEepeHUMW; YCTAaHOBABAHE HA KOHTAKTU C HAYYHU U
nauneHTCKM opraHusaumnm ot bbarapua n Espona.

MLUPB/IC e nocoyeH KaTo OCHOBEH M AOCTOBEPEH U3TOYHMK Ha MHPOpMaLMA 3a peaKn 6onectn
B bbarapua Ha  uHTepHeT calTta Ha  EBponelickata Komucua (DG SANCO) -
(http://ec.europa.eu/health/ph threats/non com/rare 9 en.htm).

BAMNOH, cbBmecTHO ¢ apyrn EBponeickM napTHbOPWU yCnewHo NOAroTBU, crnevyenu u pabotu
no 5 mawabHun eBponeiickn NpoekTa, puHaHcupaHu oT EBponeicKaTta U3NbAHUTENHA areHuMa no
obuwectBeHo 3apaBe - npoekt ORPHANET (2007-2010 r.), EUROPLAN (2009-2011 r.), npoekt RD
PORTAL 2 (2010-2011 r.), npoekt BURQOL-RD (2010-2013 r.) u npoeKt EPIRARE (2011-2014 r.) c 06wo
dvHaHCcMpaHe oT Hag 6 muamoHa espo. CamoctoatenHo, BAMOH cneuenun n peanusmupa cobcrseH
npoekr (4 EEC RDOD, 2009r.), duHaHcMpaH oT EBponelickaTa U3NbAHUTENHA areHuus no obuecTseHo
3gpase.

VH IO L

Mpe3 2009 r., BOAEHN OT maeAaTa 3a paswumpaBaHe Ha obema geiHoctu, BAMOH cb3gaae
MeAUUMHCKM UeHTbp «Papeluc» - cneumanmnsmpaHo neyebHO 3aBedeHMe 3a pexabuautaums u
obyyeHMe Ha MauMeHTU C pegkn bonectm U TexHuTe cemencTsa. MynTMaucUUNAMHApPEH eKun
CneuuanncTm noarotBA WHTEH3UBHO CbBPEMEHHM MPOTOKOAM 338 MEAULMHCKA M CcOouManHa
pexabunutauma, Kakto 1 NPOEKTU 3a HAYYHO-U3CNeA0BaTE/ICKU MeAULUHCKU u3cnepBaHuUs.
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3a nose4ye MHPopmauua:
www.raredis.org

PepakuyuoOHHO Kape

To3un 6toneTuH ce nsgasa ot bbarapcka Acoumnauua 3a MNpomouns | UHPopmaumnaTa B To3M OlONETMH Cce nNpeaocTaBA HaMmb/JAHO
Ha O6pasoBaHue 1 Hayka (BAMOH). MHdopmaumoHeH LleHTbp 3a | 6e3nnaTHO ¢ obuwoobpa3oBaTenHa Uen U He TpsabBa Aa CAy»Ku 3a
Peakn bonectn n Nlekapctea Cupaum (MUPB/IC) 1 MeanumMHCKM | camognarHocTMKa MAu camosiedyeHue. Mpu HanuumMe Ha 34paBeH

LeHTbp ,Papelnc” ca npoektu Ha BAMOH (www.raredis.org). npobnem, cneasa Aa ce 06bpHETE KbM MYHUA/NEKYBaLL, NeKap!
Appec 3a KOpecnoHAEeHLMA: PepaKuMOHEH ekun:

4017 Nnosaus, yn. ,,bpata Ceewaposu” 4 OTroBopeH pepakTop: PymeH CredaHoB (stefanov@raredis.org)
e-mail: info@raredis.org || Ten./dakc: (032) 575797 PepakTop Ha 6pos: l'eopru Uckpos (iskrov@raredis.org)
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