PEOKU BOJIECTU
NEKAPCTBA CUPALMU

MHPopmaumoHeH 6toneTuH Ha bbarapcka Acouymauusa 3a Mpomouna Ha O6pasoBaHue u Hayka (BAMNOH)

YBaXKaemu untartenm,

Mpeg Bac e Beue

NHbopmaumoHHua 6ronetnH Ha BAMOH. CtpaxoseTe Hw,
ye we bbae TPyAHO Aa cbbepem AocCTaTbYyHO MHOPMaUUA
33 HOBOTO W3AaHWe npe3 nocnedHuTe ABa meceua ce
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& MAUMOMADEY WA
XOPATA C PRAKM BOALC 130

OKa3axa Hanpa3Hu. TeMnoTo, C KOeTo CbbUTUATA CBbP3aHU
C peakuTe bonectn B3exa Aa ce cnay4ysBaT B Bbarapusa u
EBpona ce yBesnnMyaBa M HULO YyAHO Aa Ce HaNOXMW B
6n1M3Kko b6baewe Aa yBenMuMm obema M 4yectoTaTa Ha
n3gaBaHe Ha To3u 6IoJIeTUH.

Obnrn roamHu xopaTa € peakn 6onectm n TexHuTe
6AM3KM BCe eAHO He CblecTByBaxa B 06LWECTBOTO.
NHbopmaumaTa cpen nexkapute cbuwo 6Hewe KpalHO
OCKbAHa. Ta3un cuTyauma obaye ce npomeHu. Pona 3a ToBa
BEPOATHO MMa M NpuemMaHeTo HM B EBpOMNENCcKua cblo3 C
Bb3MOXHOCTUTE 33 NO-CBOOOAEH OOMEH Ha ONUT U 3HAHUA.
MpomMmeHKn ce Cb3HAHWETO Ha XopaTa C peakn bonectu. Te

pasbpaxa BaXHOCTTa OT 0b6eAMHEHME M aKTUBHA MO3UUMA MO BbNPOCUTE, KOUTO MPAKO KacasaT TEXHUA KMUBOT U
6narononyuuve. MauneHTuTe ¢ peakn 6onectm B Bbarapusa ocb3Haxa, Ye ca pPaBHM TPaXKAaHW U OCBEH PaBHMU
3a[b/I)KEHUSA, Te MMAT M PaBHO NPABO Ha AOCTbN A0 KAYECTBEHO U afleKBAaTHO NedyeHne. PesynTaTt oT Tasm NnpomsHa e
Cb34aBaHeToO Ha HaumoHanHUA anMaHc Ha xopaTa C peakun bonecTn y Hac, KOMTO 3a KpaTKO Bpeme ce NpeBbpHa B

MHUNUNATUBMN.

TEMA HA bPOA:

CMNIHA W aKTUBHa OpraHn3aumnAa C MHOXKeCTBO YyCnewHO peannsnpaHu

PETUCTPU —
PEAKUTE BOJIECTU

U3/ZIU3AT HA CBET/10

ENMAEMMNONOINMYHUTE

B HacToAwmA 6poii MoXKe Aa ce 3aM03HAETe C ABa OT HAaW-BaXKHUTE
noaxoga 3a ,M3KapBaHeTo” Ha pepKkute 6onecTm Ha CBETNO WU 3a
3aMo3HaBaHeTO Ha ObArapckoTo o06WEeCcTBO CbC CEPUO3HOCTTa W
CNOXHOCTTA Ha TO3M Npobnem — AeMHOCTTA Ha NAaLMEHTCKMUTE OpraHM3aumm
M Cb3[aBAHETO HA NbpBUTE B bbarapua enuaemmonormyHu peructpu 3a
peakun bonectu.

CrapTupame 1 HoBa pybpuKa B WMHOOPMALMOHHUA OloneTuH —
KOHCynTaumMa no cneumPpuyHm MegmuMHCKM BbNPOCKM OT CNeunanmnctu B

eknna Ha MeaunumHckn ueHTbp ,PAPEANC” n KoHcynTaHTM Ha WLPBJ/IC. B pamkuTe Ha BCsSKO M3daHue we Bu
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| 7 npeacrtasame aKTyanHa
nHbOpMaLMA 3a HOBOCTUTE
npu npodunakTUKaTta, guar-
HOCTMKaTa, cneuuanmlmpa-
HaTa Tepanua n pexabunu-
TaUMA 33 KOHKPETHO pPAAKO
3abo0n1ABaHe, NPOTOKOAM U
NPenopbKkM 33  KJAWHUYEH
MEHUAXMDBHT, HACOKM 3a
coumanHa n
NCUXONOrMYecKa NoaKpena.
MpuATHO yeTeHe ©
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BTOPA HAUMOHANHA KOH®EPEHLUA 3A PEAKU
BOJIECTU U NEKAPCTBA CUPALM

Ha 9-11 centemspu 2011 r. B [MnoBguB wWe ce nposeae
BTopa HauuoHaHa KoHdepeHUMA 3a peaKkn 601ecTn U NeKkapcTsea
cvpaum. PopymbT LWe NpeasioXu npeseHTaunum Ha BOAELLM
CneumnanncTm No OCHOBHUTE K/MHUYHM CMEeunanHoCTn, PaboTHU
cpewm M Bb3MOMKHOCTM 33 AUCKYCMU MeXay Y4YacTHuuuTe,
npeacTaBAABaLLM BCUYKKM 3aCerHaTu rpynum, nocrepHa cecua. Cpeg,
OCHOBHUTE TEMM LLe 6bAAT:
*  EnnaemmnonornyHun pernctpu 3a peaku 6onectu
e [ob6bpu nNpakTMKM 33 NpodMNaAKTUKAE, AMATHOCTMKA,
NeyeHue 1 pexabuantauma Ha peakm bonectu
e 3ppaBHa NOJNTMKA M 34PABHO 3aKOHOAATE/ICTBO, Kacaew,o
peakute bonectn
* [opobpaBaHe AocTbNAa A0 AeKAPCTBaA cMpaum B bbarapusa
* T[locTuxKeHnAa Ha HaumoHanHaTa nporpama 3a pegku
bonectu
* EBponenckn NPoeKkTn n Nnporpamu 3a pegku 6onectm

TPAHCTPAHUYHO 34PABHO OBC/TYKBAHE

Ha 19 saHyapu 2010 r. genytatute oT EBponeiickMa napnameHT
ofobpuxa 3aKOHOOATENHOTO MpepaoXKeHMe no OTHOWeHMe Ha
npaBaTa Ha rpaxgaHuTe 3a AOCTbN A0 HALEXAHO NevyeHue ¢ fobpo
KauyecTBo B CTpaHu oT EC 1 Bb3CTAaHOBABAHETO HA pPa3xoauTe 3a Hero.
MauneHTn, KOUTO NBTYBAT C LLeN NoAyYaBaHe HA MeAMLUMHCKM TPUXKN B
apyra ctpaHa ot EC, we 6b4aT NekyBaHW MO CbLMA HAaUYMH, KaKTo U
rpakAaHuTe Ha CbOTBETHATa CTpaHa. B mM3aBneHuMe Ha eBponenckua
KoMMucap no 3apaBeonasBaHe M notpebutenn [»KoH [anu ce Kasea,
ye ype3 HOBMA 3aKOH LWe 6baaT nognomorHatn 60nHUTE, KOUTO ce
HY}KAQAT OT CNeuMann3mpaHo AevyeHne — Hanpumep Hyxaaewmrte ce
OT TOYHa AMarHo3a UAW nevyeHne Ha paako 3abonasaHe. C Hero ce
nogKpensa pa3BUTUETO Ha EBponenickute pedepeHTHU MpPEeXKU, KOUTo
Ha [06pOBONHM Hayana obeguHABaT Bevye npusHaTM B EBpona
cneuManmsnpaHn UEeHTPOBE 33 EKCNepTHWM MNO3HAHMA. 34paBHUTE
eKkcnepTn oT uana EBpona we MmaTt Bb3MOXKHOCT Aa CNoAenAT Hau-
006pu NpakTMKM B 0b6nacTTa Ha 34paBeonasBaHeTo M Aa ocurypasaT
npunaraHeTo Ha Hali-BUCOKMU CTaHAAPTU. HOBOMPUETUAT AOKYMEHT No
ABEH HaYMH BbBEXAa NPaABOTO Ha 34paBHO 0bCNy)KBaHe B YyKOMHa B
3aKOHOgaTencrsoto Ha EC mn ocurypasa egMHHa M nocaenosBaTenHa
NpaBHA PaMKa 33 BCUYKM rparkgaHun Ha EC.

Ha HaumoHanHoO paBHMULLE AbprKaBUTE-YeHKM TpabBa Aa
rapaHTMpaTt, 4ye ca BbBeAeHW ALAMMUHUCTPATUMBHU nNpoueaypu MNO OTHOLWEHMEe HA TPAHCTPAHWUYHOTO 34paBHO
obcnykBaHe M Bb3CTAHOBABAHETO HA Pa3xoAMTe, KAaKTO M Ye CbLLeCcTByBaT Npoueaypa 3a NogaBaHe Ha XKanbu u
MexaHU3MM 33 NpecmATaHe Ha pasxoguTte. HauuMoHanHuTe npasutencTsa pasnonarat ¢ 30 meceua, npes KOUTO Aa
BbBeAAT NOCOYEHUTE MEPKU B HALMOHANHMNTE 3aKOHO4aTENCTBA.

Credit ©European Union 2011
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OEH HA PEAKUTE BOJIECTU 2011
3a yeTBbPTA NopegHa rogmHa Hag 40 gbprKaBM OT UAN CBAT We oTbenexat [leHA Ha
pegkn bonectn B nocnegHua geH Ha mecel ¢eBpyapu. Ta3roauWHOTO MoTo e ,PegKkn, HO
paBHM” N e (GOKyCMpPaAHO BbpXy HEPaBHOMOCTAaBEHWUA AOCTbMN A0 34PABHU TPUNKK, KOWUTO
M3NUTBAT XOpaTa C peaKn 6onectTu n TexHuTe ceMencTsa.
3a da ce uHgopmupame csoespeMeHHO 3a nposexcoaujume ce cbbumus, ciedeme
pedosHo uHmepHem cmpaHuyume Ha WUPBC u uHuyuamusama Rare Disease Day.

DEBRA Bb/ITAPUA
Ot 2011 CapyKeHue bynosHa Ennagepmonusa bvarapma e opuumanHo ¢ HoBo ume — OEBPA Bvarapus,
NMoKa3Ballo NPUHALNEKHOCTTA KbM €BPOMNENCKOTO U CBETOBHO CEMENCTBO HAa CXOAHM MALMEHTCKM OpraHu3aumm —
DEBRA Europe u DEBRA International. HoBuaT npeaceaaTten Ha acoumaumaTa e r-»ka [lecucnasa Abaakunesa.
3a donvaHumesnHa uHgopmayus 3a 3abonasaHemo 6ya03HA enudepmoau3a U nayueHmcKkama acoyuayus
moxeme 0a Hamepume Ha uHmepHem cmpaHuyume Ha UUPBJ1IC u AEEPA Bbarapus.

AEBPA Bwarapus

HueoTt e Ennaepmonnsuc bynoza

OBYHYUTENIEH CEMUHAP 3A XOPA C PEOKU BONIECTU

Ha 12 ¢espyapu 2011 r., HaumMoHaANHUAT annaHC Ha XopaTa C peaku H6onectn opraHuMsmpa obyuuTteneH
ceMMHap Ha Tema ,[ICMX0NOrnMYecKUTe MeToAM - HaYMH Ha CamMonoMmoLy, 3a Noa06pABaHE KayeCcTBOTO Ha KMBOT Ha
XopaTa Cc peaKkn 6onectu n TexHuTe cemencTBa”. JIEKTOpU Lie ca U3BECTHMAT NcuxoTepanesT MaaneH Anradapu m
NCUXONOreT EneHKo AHrenoBs. Y4YacTHULUTE LWE MMAT Bb3MOMXKHOCTTA Aa NOAYYaT LEeHHW CbBETU, Aa ce MOTONAT B
TemaTa Ha NO3UTUBHOTO MMUC/IEHE U KaK Hal-Ao0bpe Aa ro u3non3BaT B TAXHa nonsa. CeMUHapbT LWe ce npoBese B
Mnosaus. YyacTneTo B NposiBaTta e 6e3nnaTtHo.

Moxceme 0a Hamepume npo2pamama Ha cemuHapa Ha uHmepHem cmpaHuuama Ha NUPB/C.

W’H’l " w m

3HAA, MOTA, YCNABAM
ObyunTeneH cemumHap 3a xopa Cc peaku bonectn we ce nposede Ha 1-7 mai 2011 BbB Bennko TbpHOBO.
,3Has, mora, ycnaBam“ Mma 3a Uen A3 NOANOMOrHe MauMeHTUTe C peaku 6onectm B JIMYHOCTHOTO UM
yCbBbpLeEHCTBaHe M M3bopa Ha npodecnoHanHo nonpuue. ATenmeTto ce GMHaHCMpa NO eBponencKkaTa nporpama
»YueHe npe3 uenua XueoT”. JlekTopu wWwe 6O6bAaT eKun MNCMx0n03u, Cpes, KOUTO U W3BECTHUAT PPEeHCKM
ncuxotepanesT M nucaten JlopaH MNyHen.
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HE TPABBA B HUKAKbBB C/TYYAI OA CE CMUPA,
AKO UCKAME AA NONYYUM AOEPU KPAUHU PE3YNTATU

deliHocmma Ha nayueHMcKume op2aHU3ayuu 6 3awumama U O0mcmossaHemo Ha npasama u
UHMepecume Ha nayueHmMume ce npuema Kamo Heoesaum (pakmop om opMupaHemo Ha 30pasHU NOAUMUKU U
ynpasseHuemo Ha 30pasHuU epuxcu. llpedu scuvyko, moea e u benez 3a 3pAno u Oelicmeauwjo 2paA#OAHCKO
obwecmeo.

lMpe3 nocnedHume 3-4 200uHU nayueHmume ¢ pedku bosnecmu 8 bvazapus 3HaYuUMenHoO ce aKkmueu3upaxd.
OcseH 4ucmo Kosnu4ecmseHomo usmeHeHue (6au3o 20 acoyuayuu, obeduHeHU 8 HayuoHaneH anuaHc Ha xopama ¢
pedku 6onecmu (HAXPB)), peduuya nayueHmMcKu 2pynu ce 8Kaw4eam ece no-0eliHo 8 Cb8MEeCmHU MNpoeKkmu ¢
MeOUYUHCKU U obwecmseHu uHcmumyuyuu. 1 dokamo npedu akueHm bewe riogeye sIUYHOMO ouesifssaHe, OHeC
xopama ¢ pedKu 6onecmu ca mebvpoo peweHu 0a NpoMeHam obuwecmseeHume Haaadacu u 0a HanNpasam wupokama
ny6auUKa Cbpu4acmHa U conudapHa c npobaemume Ha pedKume 3a60798aHUSA Y HAC.

B mosu 6poii Bu cpewame c HopdaHka lMemkosa, npedcedamen HA aACOUUAUUAMA HA MAUUEHMU C
HacnedcmeeH aHauoedem u KoopduHamop Ha HAXPb 3a lMno80us. Ta e cped Hali-akmusHUMe 4YseHo8e HA aaAuaHca
U cmou 3a0 cepuama ycnewHu UHGOpPMAaUyUoHHU U baiazomeopumesiHu KaMnaHuu rnpe3 nocsaedHume 200UHU.

Kak ce npuemar npobnemute Ha xopaTa Cc peaku bonectu ot obuwecrBoro? Hamuparte nm peanHa
noakpena?

OT MOf IM4eH ONUT cMeA Aa Karka, 4e
06LW,ecTBOTO € CbCTpagaTenHo. AKo ycneeTte Aa
OOCTUIHEeTe A0 XOpaTa BbB BbTPELWeH naaH, Te
ce 0T30BaBaT 3a Nomol. fonemmat npobaem ca
MHCTUTYUMKUTE. Tam Kbaeto TpaAbBa pa ce
B3eMaT M HanNpaBAT KapAMHaNHUTE pelueHus.
PeanHata nogKkpena  Tam e  TpyaHo
OCbLLECTBMUMA.

MHoro ot npobnaemute No OTHOLIEHUe
Ha pepKute 6onectu ca NnopoAaeHM oT PaKTa, ye
MaJIKo ce 3Hae 3a TAX, MaJKo ce paboTu no TaAx
M Haii-Beye — MaNKo ce rosopu 3a Tax. Kak
MOKe Aa ce noBULWKM obwectBeHaTa MHGOPMMUPAHOCT NO Te3n Bbnpocu?

TyK Beye TpyAHOCTUTE Ca rosiemMu, 3aLL0TO BCAKA NPOMAHA M3MCKBA YCUAMA, Bpeme 1 cpeacTsa. MpexoabT B
ObprKaBaTa, CBETOBHATA KPM3a U TbPNMMOCTTA Ha 6barapmHa Kbm CTaTyKBOTO OnpeseneHo npeym 4onbAHUTenHo. B
MOMEHTA MPOMAHATA 3aBUCM OT BCUYKM Hac. MHPOPMAUMOHHUTE KaMMaHMM Ca MHOro nonesHu. He tpabsa B
HWUKAKDBB C/ly4al Aa ce CnMpa, ako MCKame Aa Noayvymm Ao6pu KpamHu pesynTtaTu.

Beue 3a TpeTu NnopeaeH NbT OpraHU3MpaTe ceMUHap ¢ ydactue Ha MaaneHn Anragapu. Kak ncuxonoruara u
ncuxotepanuaTa NOMaraT Ha nauMeHTUTe ¢ peakm 6onectu?

McuxonornAata M NcMxoTepanmaTa ca OT Nos3a 3a BCMYKM 3abonasaHma. Ho mucns, ye pegkute 6onectun ce
HYAQAT HaK-MHOrO OT TAX. TamM KbAeTO HAMA /leyeHne, NopaXKeHUATA HaZ NCUXMKATA ca B 0COBeHO ronam pasmep.
MMeHHO 33 TOBa CbM HAa MHEHWE, Ye CKPUTUTE BbTPELIHU pecypcn Buxa 6unm aob6bp NOMOLWHMK. BCeKM naumeHT ¢
PAAKO 3ab60n1ABaHE MMA KpewALLa Hy»K4a OT NcuxoTepanesT. Hello, KOeTo 3a CbXKasieHne He e A0CTbMHO 33 BCEKM.

[eHAT Ha peaKkuTe 601eCTU @ MHOIO BaXKHa AaTa B MeXKAYHapoAeH NaaH 3a peakute 6onectu. Taka am e B
Bbvarapua?

B bvarapua To3M geH Cbwo e BaxKeH. MaKap M eauH TbXXEeH MPasHUK, ToOBAa € YyaecHa Bb3MOMKHOCT 3a
obeanHABaHe HA NAUMEHTUTE U NPOBOKUPAHE HA peakLma y xopaTa no npobiemuTe Ha peakuTe bonectu.

Paskaxkete 3a npeacToOAWMUTE NPOEKTM Ha HauuoHanHMA anuMaHC Ha xopata € peaku 6onectwm.
OpraHusupare ronama 6narorsopurenHa uHMLMaTUBA 3a BenukgeH.

[eH npeagn BenukaeH, B Mnosans ¢ nomolta Ha O6wmHa MnoBamB LWe ce ocbliecTBu bnaroTBopuTeneH
TbPr C NpegMeTM Ha U3BEeCTHU NMYHOCTM. OCHOBHATa MAaea e Aa NPUobLWwKMM rnacoBeTe Ha Te3n Xopa C Halwus anen
KbM 06LLECTBOTO U MHCTUTYLMUTE. ToBa e YacT oT obLwaTta MHGOPMALMOHHA KaMMNaHMA Ha XopaTa ¢ peaKkm bonectn B
Bbarapma. OyapoBaHa CbM OT FOTOBHOCTTAa Ha M3BECTHUTE INLLA Ha CTPAHaTa Aa HU NOAKpensAT.
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ENMAEMUONOTUYHUTE PETUCTPU -
PEAKUTE BONECTU U3NTUSAT HA CBET/10

EnnaemunonornyHuTe pernctpm morat ga 6vaat AedrMHMpPaHN KaTo opraHn3npaHa nporpama 3a cbbupaHe,
CbXpaHeHWe, M3MNoa3BaHe W Pa3NPOCTPAaHEHWE HA ACHO OMNPeAeNeHO MHOXEeCTBO OT AAHHW Ha onpeneneHu
MHAMBMAM 33 cneundmryHa Len uamn uenu.

MayuMeHTCKUTE enuaeMMONIOTMYHN PErUCTPU Ca BaXKHM WMHCTPYMEHTM 3a HaA30p B 06WEeCcTBEHOTO
34paBeonasBaHe M OCHOBa 3a HayyHOM3CNeaoBaTesIcka AeWHOcT. Te ca 0COOEHO BaXKHW M3TOYHMLM Ha
MHPopMaLumA 3a pa3bupaHe CbLIHOCTTA Ha peakuTe 6onectu. PerncrtpuTe npefocCTaBAT HAAEXAHW OaHHM 33
onpeaeneHa nonynauus M nognomarat M3yyaBaHETO Ha Pa3nNpPOCTPAaHEHWETO U AETePMUHAHTUTE Ha peaumua
3abonasaHuA. FoNAMO NPeguMMCTBO Ha ENUAEMMOIOTMYHUTE PErncTpu e cnocobHocTTa MM aa HabawaasaTt
OVHAMMWKATa Ha MoABa Ha HOBW C/Ay4anm M MOBeAEHMETO Ha nonynauMata BbB BpemeTo. ToBa CbLLECTBEHO
y/leCHABa OUEHABAHETO Ha 3a60/1eBaeMOCTTa OT KOHKPETHO 3abonsBaHe, HeroBaTa €TMONOMMUSA, NJaHUPAHETO,

OCbLLecTBABAHETO U OUEHKAaTa Ha 34paBHU TPpUXKN, oueHABaHe
ed)VII-(aCHOCTTa Ha TepaneBTU4YHUTE Noaxoaun, U3rpaxKaaHeTo Ha

ANArHOCTUYHa KnacudumKaums. I
Bcekn ennaemmnonornyeH peructop Tpsabea aa cbbupa m P 0 ) 0‘ .
CbXpaHfABa Ka4yeCcTBEHM [AaHHW, 33 O3 MOXKe Ja W3Mb/HABA - . Ve ‘

HaZeXaHo CcBouTe 3agayn. EnnaemumonorMyHute perucTpu
MoraT Aa ce Cb34aBaT 3a Pa3/INYHU LEeNn, HO BbB BCUYKM CyYaun
MHPOPMaLMATa OT TAX TPABBA a ce UHTepnpeTUpPa BHUMATENHO
nopaau Bb3MOXHUTE TPeLlKM, KOUTO Ca NPUCHLLM 33 TO3U BUA

Npoy4YBaHUA.

KakBa e 3akoHoBaTa 6a3a B bb/irapuma 3a cb3gaBaHe Ha eNUAEMUONOTNYEH PETNCTBP?

KbM TO3M MOMEHT HAMA 3aKOH, KOWTO Aa TpeTMpa efHO3HAYHO, ACHO M TOYHO BbNpOoca 3a Cb3AaBaHETO U
OYHKLUMOHUPAHETO Ha enuaeMMONOTMYHN PerucTpu 3a peakn bonectn. 3akoHa 3a 3apaBeTo (33) u 3aKoHa 3a
3aWMTa Ha AnYHUTe AaHHKM (33/1[1) AaBaT HACOKM 3a TOBA KOM MMa npaBo ga cbbupa 3apaBHa MHPopmauwms,
Kacaella 34paBeTo Ha XopaTa M KaKk bu TpsabBano Aa ce M3BbPLLBA TOBA NO NPUHLMM.

Mo cmucbna Ha 3akoHa 3a 3apaBeTo “3apaBHa AOKyMeHTauuAa” ca BCUYKM GOpPMKM 3a pernctpupaHe u
CbXpaHsABaHe Ha 34paBHa MHPoOpPMaLUA:

Yn. 27. (1) 30pasHa uHgpopmauua ca aAu4YHUME OAHHU, C8bP3AHU CbC 30paBOC/I0BHOMO CbCMOSAHUE,

¢huzuYecKomo u ncuxu4eckomo passumue HA AUYAMa, KAKMo U 8CAKa 0pyaa UHgpopmMauyus, CbObprawa ce

8 MeOuyUHCKUme peuenmu, npeodnucaHuUs, MPOMoKoau, yoocmosepeHus U 6 Opyaa MeOUYUHCKA

OoKyMeHmauyus.

(2) /leuebHUMe u 30pasHuUMe 3a8e0eHus, pe2uoHaaHuUme 30pasHU UHCMeKyuu, AeKapume, nekapume o

deHmanHa meduyuHa, hapmayesmume u Opyaume mMmeOUUUHCKU Creyuanucmu, KaKmo u HemeoduyuHcKume

cneyuaaucmu ¢ eucwe HemeOUUUHCKO o06pa3osaHue, pabomewu 6 HAUUOHAAHAMA cucmema 3d
30paseonassaHe, cbbupam, obpabomeam, u3noa368am U CbXpaHA8aM 30pA8HA UHGPOPMAYUA.

Yn. 28. (1) 30pasHa uHpopmayua moxce 0a 6v0e npedocmasaHa Ha mpemu AUud, Ko2amo:

6. e Heobxo0uma 3a Hy¥oume Ha MeOUYUHCKaMa cmamucmuKa uau 3a MeOUUYUHCKU HAy4YHU U3C/Ae08aHUS,

cned Kamo 8aHHUMe, udeHmMuguUUpPawu NnayueHma, ca 3aau4eHu;

7. (usm. - AB, 6p. 98 om 2010 2., 6 cuna om 01.01.2011 2.) e Heobxoduma 3a HywcOume Ha

MuHucmepcmeomo Ha 30paseonassaHemo, HayuoHanHUA yeHMbvpP no 30pasHa uHgopmayus, H3OK,

pez2uoHasnHuUme 30pasHU UHCNEKYUU u HayuoHaaHus cmamucmu4ecku uHcmumym.

(3) /luyama no un. 27, an. 2 ca 0AbMHU 04d ocueypam 3aWuma HA CbXPAHABAHAMA OmM msAx 30pasHa

UHopmayus om HenpasomepeH 00CMbrl.

(2) MayueHmvsm uma npaso 0a ynvbAHOMOWU NMUCMeHO Opy2o auuye 0a ce 3aro3Hae ¢ MeouyuHcKume my

0OKyMeHmMu, KaKmo u 0a Hanpasu Konus om msx.

OT gpyra cTpaHa 3aKOHbBbT 3a 3allMTa Ha NMYHUTE AaHHWU MNOCOYBA ACHO, Ye MHPOoPMaLMA, CBbp3aHa CbC
34 paBeTO Ha AaAeHa IMYHOCT MOXKe Aa ce cbbupa camMo OT OTOPU3MPAHU OT HEA AAMUHUCTPATOPU HA INYHU JAHHU
KaTo Te 06paboTBaT NMYHUTE AaHHM CAMOCTOATENIHO UM Ype3 Bb3/laraHe Ha 06paboTealy AaHHUTE.
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YneH 4eTBBLPTM OT 3aKOHA 3aABABA, Ye 0OPabOTBAHETO HA /IMYHM [AHHU € [
AONYCTUMO CaMO B C/ayvyauTe, KoraTo ¢PpU3MYECKOTO /nue, 3@ KOeTO Ce OTHAcAT &
OAHHUTE, e A0 U3PUYHO CBOETO cbrnacne. OCcBeH TOBa aAMUHUCTPATOPBLT TpAbBa Aa > ) ""“"" ‘ /
oCUTypu NoAxoAALLa 3alMTa Ha CbXpPaHABAaHUTE IMYHM AaHHU. ToBa ce ycTaHOBABA OT 5 a Sl g, ||
K3/11 nocpeacTBOM 33aAb/IKUTENHA MPOBEpKa Ha MeCTO 33 KOHTPOA Ha BCUYKMK \;
N3MCKBAHMA 33 CbOTBETHOTO HMBO 3aLUUTA. \
N3puyHo e ynomeHaTo, Ye 06pabOTBAHETO Ha NIMYHWU AaHHM € paspeLleHo )
KOrato 70 e HeobxoAMMO 3a UennTe Ha NpeBaHTUMBHATA MeAMuUMHa, MeAWUMHCKaTa i:
OMarHOCTMKA, NPeaoCcTaBAHETO WUAM YNPABAEHMETO Ha 34PaBHU YCAYru, Npu ycaoBue §
Yye AaHHUTe ce 06paboTBaT OT MEeANLMHCKN CNEeLManmCcT, 3a4b/IXKEH NO 3aKOH Aa nasu s
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npodecnoHanHa TaliHa, UAM OT APYro auue, 068bp3aHoO ¢ NogobHO 3aabaXKeHMe 3a
ona3BaHe Ha TalHa.

B Tasu nornyecka pamka B MOMeHTa B bbarapua ycnewHo ¢yHKUMOHMpAT 3
enuaemmoNiorMyHM perncTbpa 3a cnegHuTe peaku bonectm — manacemusa madlop,
XPOHUYHA MUenoudHa nesKkemus u 6osecm Ha KpoH. BbB ¢MHaneH etan Ha m3rpakaaHe € enuaemuosiornyeH
pernctobp 3a 60s1ecm Ha YuncvbH, CPaBHUTENHO ACHU KaTo 06em U cbabpKaHMe ca peructpute 3a 6osecm Ha Mowe v
MyKononusaxapudosa.

MNpe3 mecey, oktomepu 2010 r. NpUKAOYM ycnewHo BTopaTa ¢a3a Ha HALMOHANHMA PETUCTBP Ha NALMEHTH
C Tanacemma mariop B bbarapusa. Lenta 6e aa ce obHOBM MHPOpMAUMATA 33 MNAUMEHTUTE, KOUTO ca 6unu
perucTpmpaHn no Bpeme Ha Nbpea $asa Ha NPOEKTA, KAaKTO U Aa ce PerncTpupaT HOBOOTKPUTU N HEPETUCTPUPAHU
A0 MOMEHTa nauuMeHTM C Tanacemua makop. C aKTUBHOTO CbAEUCTBME HaA NeKyBaluTe JeKkapu oT
XeMOTpaHChY3MOHHUTE LLEHTPOBE N NaLUMeHTCKaTa acoumaums, 6axa cbbpaHm o6wo 241 aHKETHU KapTK, OT KOMTO
18 3a nbpBMYHA ennaemmonormiHa MHbopmaumnsa Ha HOBOOTKPMTM NaumeHTM U 223 ¢ obHoBeHM aaHHKU. Cnep,
cTaTucTUYecko obpaboTBaHe Ha nogageHata MHGOpPMaLMA ce YCTaHOBMU, Ye BpoAT Ha MbxeTe e 126 (52.28%), a
Ha XeHuTe — 115 (47.72%). CpegHaTa Bb3pacT Ha NaUMeHTH ¢ Tanacemusa manop e 19.5 + 11.9 roamHu. JleyeHneto
MM ce ocblecTBABa B 06wo 12 neyebHM 3aBedeHMA B CTpaHaTa, a XenaTUpPaHeTo ce W3BbplBa B
cneumanmnsnpaHmTe XemoTpaHchy3MOHHU LEeHTpoBe, KakTo cnegpa: Codus — Tpu ueHTbpa, [nosaus — ABa
ueHTbpa, BapHa, Crapa 3aropa, lneseH, byprac, Pyce, Amb6on n Cunuctpa. MNonyyeHute pesyntatn Haxa
06CcbAeHN N NpUeTn KaTo opuuManHM 3a CTpaHaTa Ha pabOTHA cpella HAa eKcnepTHATa rpyna no Tajnacemwus.
Mpeacton cneaBaw,o o6HOBABaAHE Ha AaHHUTE U CbOMpaHe Ha HOBa enNMAEeMMON0rMYHa MHpopmauma npes mapT-
anpun 2011 r.

Mpe3 mecey, HoemBpu 2010 r. nNpuKAKOYM U NBPBOTO
enMaemMmnosIorM4yHO Npoy4YBaHe Ha NaumeHTU B bbarapua, gnarHoCcTMUMpPaHu
C XPOHMYHA MMenonaHa neskemma. To3mM NPOEKT Ce OCbLLECTBABA CbBMECTHO
¢ Hay4yHOTO ApyXecTBO MO KAMHWYHA W TPAHCOY3MOHHA XEMATONOMMA U
MeauuuHcku ueHTbp ,Papeanc”. Cnep o6bpaboTtBaHe Ha nopaageHaTa
MHbopmauma H6saxa perncTtpmpaHmn obwo 248 yoseka. OTHOCUTENHUAT AAN Ha
MbxKeTe e 50.40% (125 naumeHTa), a TO3M Ha XeHute — 49.60% (123
nauyeHTa). HectaHaapTtusmMpaHaTta roamniiHa 6onectHoct e 3.27 Ha 100 000
yoBeka. CpepgHaTa Bb3PaCT Ha perucTtpupaHmte naumeHtn e 53.86 + 15.33 roauHn. Kbm MOMEHTa Ha
npoy4BaHeTo, NauMeHTUTe ce eKyBaT U NpocneaABaT B ocem fieyebHM 3aBeeHUA B CTPaHaTa, KaTo Hal-ronam e
OpPOAT UM B YHUBEPCUTETCKUTE KAMHUKK: ABa LeHTbpa B Codpua — HCBANX3 c peructpupann 78 (31.5%) naumeHTa
n YHuBepcuteTcka 6onHuua ,,AnekcaHpoBcKa” ¢ pernctpupanu 29 (11.6%) nauunenTa, Mnosams — 56 nauueHTa
(22.6%), BapHa — 48 nauuenTa (19.4%); NneseH — 27 naumenTta (10.9%), Pyce — 5 naumeHTa (2.0%), Xackoso — 4
nauyeHTta (1.6%) u Buaun — 1 naumeHT (0.6%). Mpe3 2011 roamMHa uWle ce NpoBefe aKTyanusuMpaHe Ha
MHPopMaumsTa.

B Kkpaa Ha 2010 r. BAINOH cbBmMecTHO C bBbArapckoto ApyKecTBO MO raCTPOEHTeposiorus,
raCTPOMHTECTUMHANHA eHAockonuAa W  abgomuHanHa exorpadua nposege MNbPBOTO Yy Hac CbbupaHe Ha
enuaemmonormnyHa nHpopmauma 3a bonect Ha KpoH. Beue ca obpaboTeHn 1 nbpBuTe AaHHM 33 6onecTTa Ha KpoH,
6poA nauueHTM n TAXHOTO pasnpegeneHne, CUMMNTOMATMKATa Ha 3abonsasaHeTo cnopes MoHpeancKaTa
Knacuoukauma. [letanHute pesyntatu we 6vAaT ny6aMKyBaHW cnel npMemaHe um oT BbarapckoTo gpy»KecTBo no
racTpoeHTepPONOorna.

NPEACENATEN:
(Bereta Wono
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PONA HA PEXABUJIUTALUUATA
NPU OBNAAABAHETO HA CUHAPOM HA NMPAAEP-BU/TU

KPATKO ONMUCAHUE HA BOJIECTTA

f Onpeaenexne \

CuHOpom Ha lMpadep-Bunu (Prader-Willi, PWS) e KomnaeKkcHO 2eHemu4HO CbCMOAHUE, ObAXAWO Cce Ha
deneyusa unu HapyweHuUe Ha 2eHu 8 Xpomo3oma 15 uau Ha maliyuHa dusomus Ha xpomosoma 15. Hali-uecmume
XApaKmMepucmuKu, c8bp3aHU ¢ moea 3a60a58aHE, 8KAOY8AM HAMA/AEHA GKMUBHOCM HA 71004, XUNOMOHUS,
30MmavCmABaHe, HUCHLK PbCm, XUMNo20HA0OMPOMNeH Xuno20Hadu3vM, cmpabu3bm, ManaKu xoouaa u O/AaHU,

@ZHumUSHU pascmpolicmea, nogedeH4ecKu rpobaemu. j

YecroTa

lonynayuoHHama yecmoma Ha cuHopoma e 1 Ha 12 000 — 15 000. BvnpeKku 4ye ce cyuma 3a “psAoKo
3a6ons8aHe, PWS e e0HO om Hal-4ecmume CbCMOAHUA, KOHCY/AMUPAHU 8 2eHemu4Hume 38eHad U e Hal-
yecmama 2eHemuYyHa NPUYUHA 30 30MAbCMABAHE.

7

M w )

AwnarHosa
JuazHo3ama ce nocmasAa 8b3 OCHOBA HA K/AUHUYHUME OGHHU, G C/1e0 mosea ce npogexoam
Crneyuanu3upaHu 2eHemMuYHU U3cne08aHUA 30 O0KA38aHe HO 2eHeMUYHUA degpexrm.

e )

Hacoku 3a neyeHue

. CrieyuanHu MexHUKU Ha XpPaHEHe 8 Mbpsume ceOMuyu U Meceyu.

. PaHHa uHmepseHyusa npu deuya nod 3 200UHU U MO-CNeyuanHoO pexabuaumauyus, Koamo 0a 3acunu
MYCKY/AIHama cuna u 6a noornomMozHe pazsumuemo.

. Mpu xunepgazus u HadoasaHe HA Meza0 (4ecmo mexwody emopama U 4Yemebpmama 200UHa) e

Heobxo0umo 0a ce cnaszsa 6anaHCUPAHA, HUCKOKAA0PUYHA duema, 0suzamesieH pexum U KOoHmpos, 3a 0a ce
usbezHe HEKOHMPOAUPAHO TMpuemMaHe Ha XPaHad, Koemo we npedomepamu 3amabCmsaeaHemo U
nocseduyume om Hezo.

. JledeHUemo ¢ pacmexeH XOPMOH HOPMGAAU3UPA PbCMa, HAMAAABA KOAUYECmBOmMO HA mMacmHama
MbBKAH, N08UWABA AKMUBHOCMMA, C KOEMO ce nocmuaa KoHmMpos Had measaomo.

J U3eomeam ce noodxodawu obyvyumenHu npozpamu 3a oeyama: s02ored, cneyuanHo obydyeHue u
paszsusaHe Ha ymeHus. lpoepamu 3a 0ss1a0A8aHe HA nogedeH4Yeckume npobaemu.

. He ca no3Hamu medukameHmMu, KOUmMo 0d NoMo2Ham 3a KOHMpPOAUPAHEMO HA xunepgazusma.

Mopagm nuncaTa Ha afgeKkBaTHa MeAMKaMeHTO3Ha Tepanua cieABa Aa HaCoYMM M3LAI0 BHUMAHNETO CU KbM
pexabunnTaumaTa KaTo MeTo, 3a MakCMManHO M3MoA3BaHe Ha HaMYHUTE QYHKUMOHANHM CNOCOBHOCTU Ha AeuaTa,
B KOMBOMHaLMA ¢ NoAX04ALL, KOMMAEKC OT N0roneAnyHa 1 negarormyecka nogKpena.

B noBeyeTo eBPONENCKM CTPaHM B 3aBUCMMOCT OT TMMNa Ha 34paBHaTa CUCTEMA M COLMANHATA MOAUTMKA Ha
CTpaHaTa ce pa3paboTBaT NPOrpamu UAM KAUHUYHM MPOTOKO/IN, YPEe3 KOUTO HAW-BCEOOXBATHO Aa Ce MOMOrHe Ha
Te3M NAUMEHTU U TEXHUTE cemencTBa. Hanocneabk M3na30Xa HAKOMIKO Ny6AMKALMKN, KOUTO B PETPOCMNEKTUBEH NNaH
pasrnexaart Hal-edpeKTMBHATa KOMBUHALMA OT pexabuanTaLMoOHHN MEPONPUATUSA MPU Ta3n HO30/10TUSA.

Mopaau 3aTpyaHEHUATA NPU TPUNKKTE 33 Te3M NaLMEeHTU B 4OMALLHW YCAOBUA, MOPOAEHN OT HEMPECTaHHMA
rnag v n3banuuTe Ha rHAB M arpecus, NOBEYETO aBTOPU NpeasaraT Aa ce Hanpasu pexabuanTaumoHHaTa nporpama
M3BbH AOMa U TA A € C NPOAB/IKUTENHOCT NOHe 4 ceaMULM, YeTUPU NbTU roAULWHO. LlenTa e He camo OTKbCBaHe OT
CUBOTO eXxeAHeBMe Ha M 6e3 ToBa TPYAHUTE 33 coumanmanpaHe 60HN, HO U BbBEXKAAHE Ha HOB AMHAMMUYEH
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CTEpPeoTMN Ha XMBOT. B HEro rnaBHO MACTO 3aema CTPOro peryampaHaTta AueTa, KOATO e C peayumpaH Kanopax 4o
1500 kcal/aHeBHO. B pexabuauTauMOHHMA NAaH Ce BKAKOYBAT HAKOAKO CNEuuanuctu — MCUXONO0r, HEeBPOOr,
duns3noTepanesT, FreHETUK, AMETONOT, PeXabunmntTaTop, MysMKoTepanesT U APyru cnopes HeobxoAMMOoCTTa.

lpynoBaTa Tepanus ce npeanoyMTa 3apaau 3aTpyaHeHuTe nopaaun 3abonABaHETO COUMANIHM KOHTaKTWU.
MpenopbyBa ce pU3MUYECKUTE YNpParKHEHUA Npe3 AeHs cpeaHo no 6,5 yaca pasnpeneneHn Ha ABe YacTu — npeau
06ag v cnep ToBa. PasHoobpasmeto OT AeMHOCTM noaabprKa WHTepeca Ha 60nHWUTe, 3aToBa Ce MPenopbyBa
ynpaxKHeHuATa C ypeau Aa He npoAbskasaT nosedye oT 30 MUHYTKU, Aa ce pa3HoOobpassBaT C pPas3xo4Ku cpen
npupoaaTa u TepeHHo NedyeHune. [lnetata € MHOMo Ba*kHa, 3aLL0TO e4MH OT OCHOBHUTE NPobaemMun e 3aTAbCTABAHETO,
3aToBa XpaHeHeTo TPA6Ba Aa e Ha YecTo — 5 NbTU 33 AeHA C ABe OCHOBHU AaeHeTa (06a4 1 Beyepa) 1 TPU 3aKYCKMU,
NpPW KOHTPOAMPAH NpPMeM Ha BOAA 33 AEHA CamMO MO Bpeme Ha XxpaHeHe u He noseye oT 1,5-2,5 n. Ha aeH. Cnopeg,
HAKOW aBTOPM, NCUXOMOTOPHUTE 3aHMMAHMA U My3MKOTepanuATa TpAbBa Aa 3aemMaT CbLLLECTBEHO MACTO B AHEBHUA
ABUraTeNieH peXmm — oT 2-4 yaca, pasgeneHn NoyTM No paBHO npeau u cned obag. Te cTUMynMpaT ymeHuATa,
KOOpAMHAUMATA, BHUMAHMETO, COLlMANHUTE KOHTAKTU M NameToBuTE GYHKLUMUN. TO3M KAMHUYEH NPOTOKOA € MOKa3an
cBoATA ePEKTUBHOCT 33 MHOMO 3aCerHaTu NauMEHTM AOCera U € Hanb/JHO NPUAOKMM B HallaTa CTPaHa, UMAMKK
npeasua, HaAM4YMeTo Ha Jo6pK cNeunanmcT, MHOXKECTBO KYPOPTU M NOAXOAALLN KNMMATUYHU YCIOBUA 3a TYPU3BM
B NO-rofiAMaTa YacT OT roAMHaTa y Hac. lporpamaTa e UsnbJAHUMaA M NPU ambynaTopeH NpMem B PaMKUTE Ha AHEBEH
CTaymoHap.

Nntepatypa:

1. Grola E, et all. Specific treatment of Prader-Willi syndrome through cyclical rehabilitation programmes.
Disability and Rehabilitation, 2011; Early Online, 1-11

2. Burman P, Ritzen EM, Lindgren AC. Endocrine dysfunction in Prader-Willi syndrome: a review with special
reference to GH. Endocr Rev 2001; 22:787-799

3. Wuang YP, Wang CC, Huang MH, Su CY. Prospective study of the effect of sensory integration,
neurodevelopmental treatment, and perceptual-motor therapy on the sensorimotor performance in
children with mild mental retardation. Am J Occup Ther 2009;63:441-452

3a 0a nonyyume noseye uHgpopmayusa 3a CuHOpoma Ha [lpadep-Bunu, KAKMO u 3a 8b3MOMCHOCMUMe 3a
cneyuaausupaHa pexabunumayua u obyyeHue Ha nayueHmu, monasa cevbpyeme ce ¢ MedUYUHCKU yeHmMuvp
»PAPELZINC”.

EnekmpoHHa nowa: medical@raredis.org

Adpec 3a KopecrioHOeHyuA: ya. JlaHooc 24, em.1, nosdus 4000

TenegoH: 032 — 577 447

UHmepHem calim: www.medical.raredis.org

UHcmumymvm 3a pedku 6onecmu ,,Maypo backupomo” (Umanus) npednaza BE3IN/IATHO npoeexcdaHe Ha
dua2HOCMu4YHU 2eHemMu4YHU mecmoase 3a 5 pedku 6onecmu, cped koumo u lpadep-Buau cuHOpom.

"Mauro Baschirotto" Institute for Rare Diseases

B.I.R.D. Europe Foundation onlus

Adpec 3a KopecrnoHOeHyus: Via B. Bizio, 1 - 36023 Costozza (Vicenza) Italy

TenegpoH/pakc: (39 0444) 555557; 555034

UHmepHem calim: www.birdfoundation.org
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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:

BANOH
. Aa CTUMY/IMPa Hay4yHUTe U3cnenBaHus;
. Aa CTUMy/IMpa  Pa3BUTMETO Ha TEXHONOTMMUTE, KaKTO M TAXHOTO NPaKTUYECKO
NPUIOXKEHUE;
. Aa noanomara BCUYKM chepu Ha 0bpa3oBaHMETO U HayKaTa B MeauLnHaTa.

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

pefkute 6onectn n nekapcTeaTa-cuMpaLm.

OcHoBHUTe ¢yHKUMKM Ha UUPB/C ca npeaoctaBaHe HanbaHO 6e3nnatHO Ha MHGopmaLma 3a
pefkn 6onectu, cneunanu3MpaHn KAMHUKKW, nabopatopum B EBponma M cBeTa, OCblLeCTBABAHE Ha
KOHTaKTN MeXxay BoAellu cneunannuctu, nekysaliy nNekapu u naumeHTu; cb3gaBaHe U noagbprKaHe
Ha MHOroe3MyeH MHTEpHeT CaWT C MHPOpMauMoHHA WM obpasosaTenHa uen (www.raredis.org);
opraHvM3vMpaHe Ha paboTHM cpewmn U KOHbEepeHUMW; YCTAaHOBABAHE HA KOHTAKTU C HAYYHU U
nauneHTCKM opraHusaumnm ot bbarapua n Espona.

MLIPBJ1C e noco4eH KaTo OCHOBEH W A0CTOBEPEH U3TOYHMK Ha MHPOpMaLMA 3a peakn bonectu
B bbarapua Ha  uHTepHeT caWta 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, cnevyenu U pabotu
no 5 mawabHu 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 muanoHa espo. CamoctoatenHo, BAMOH cneuenun n peanusupa cobcrseH
npoekT (4 EEC RDOD, 2009r.), duHaHcMpaH oT EBponelickaTa U3NbAHUTENHA areHuus no obLecTseHo
3gpase.

a Mpe3 2009 r., BOAEHN OT maeAaTa 3a paswupaBaHe Ha obema geiHoctu, BAMOH cb3gaae

W‘m MeAULMHCKU LeHTbp «Papefuc» - cneumanusvpaHo nevyebHO 3aBedeHMe 33 pexabunurtaums u
obyyeHMe Ha MauMeHTU C pepkn bonectm U TexHuTe cemencTea. MynTMancUUNAMHApPEH eKun
CneuuanncTm noarotBA WHTEH3UBHO CbBPEMEHHM MPOTOKOAM 338 MEAULMHCKA M  CcouManHa
pexabunutauma, Kakto 1 NPOEKTU 3a HAYYHO-U3CNeA0BaTE/ICKU MeAULUHCKU u3cnepBaHus.

]

3a nose4ye MHPopmauua:
www.raredis.org
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