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|. BbBenenue

1.1. Onpenesenue

Penkure Gomectu (PB) moke Haii-oOmo ma ce neduHHpAT KaTo MATOJOTUYHU
CBhCTOSIHUSI C HHUCKa 3a0ojieBaeMoCcT W 0oJecTHOCT. [loHATHETO ,,psAKOCT € TBBPAC
OTHOCUTEIIHO. BBIpeku, ue BCAKO psaKo 3a00IsIBaHe ce cpella Py MHOTO MajiKa 4acT OT
HACCJICHUETO Ha €JIHAa CTPaHa, ako OBbJAT CyMHpPAHU KaTO IS0, MOpaaH TojieMus Opoit
HO30JIOTUYHM CAMHMIIMA, PEAKUTE 3a00JIIBaHMs Ce IMPEBPBIIAT B CEpHUO3EH MpoOJIeM 3a

O6H.I€CTB€HOTO 3APaBCOIIa3BaHC HA BCAKaA 3/[paBHA CHUCTCMA.

B ompenenennero na PaGorHara rpymna no penku 3a0oiisiBaHusi KbM EBpornierickus
cbto3 (EC) 3a psiko ce npuema 3adoJisiBaHe, KOETO 3acsira He noseyve ot efud Ha 2 000
ot rpaxkaanute Ha EC. Taka ka3zaHo, Ta3u Opolika m3riexaa HumoxHa. Ho Ha ¢oHa Ha
usgaTa nomynamnus ot 459 munuona rpaxzaanu Ha EO ToBa o3HauaBa noseude ot 230 000

3aCCrHaTu MHAUBHUAA OT €AHO PAIKO 3a00J1BaHe.

Bb3 ocHOBa Ha HacTosAlMTe HaydyHH 3HaHUA, Mexkay S 000 u 8 000 pazniuunu Pb
3acArart 10 6 % ot nstoTo Hacesenne Ha EC B onpenenieH MoMeHT ot xuBota. C n1pyru
nymu, okoio 15 mumnmona aymu B EBponeifckust cbro3 (¢ 27 abpikaBU-UIIEHKH) ca
3acerHaTy WM me Obaar 3acerHatu oT Pb. 3a Bbarapusi, unero HacejleHHe e 0K0JIO
7500000 no nannu ot 2004 roguHa MoMyJIaNMATA HA NAIMEHTH C PeIKH 3a00/151BAaHUSA

ce ouaksa 1a 0nae 400 000 - 450 000 yoBeka.

CraTucTuka MokasBa, ue JOpU U 3a00JsIBAHETO Ja € PSAKO, MAlUEHTUTE C PEIKH
3abomsiBanus ca MHOTO. CBIIIO Taka HE € HEOOMYAHO YOBEK Ja OBJI€ 3aCeTHAT OT PSJIKO
3a0osiBaHe, ThH KaTo psjaKaTa OOJECT 3acara HE camMO CaMHs TMAIUEHT, HO U ISUIOTO MY
CEMEICTBO MO €IMH WUJIHU APYT Ha4uH. B TO3U CMUCHII € TPYIAHO Jia C€ OTKpUE CEMEWCTBO, B

KOETO HUKOM Ja HE € 3acerHar oT pAaaKa (I/IJ'II/I HCIIO3HAaTa, HCO6}ICHI/IMa, CTpaHHa) OoirecT.

Haumonannara mnporpama 2009-2013 e wu3rorBeHa B CbOTBETCTBHE €
eBpomneiickaTa ¥ HAllMOHAJHA 3paBHU cTpareru. KirodoBa poiis 3a pa3BUTHETO Ha
EBpomneiickata OOLIHOCT ce Maja Ha ChYETAHUETO HA NPUHIMIINTE 32 COJUAAPHOCT U
paBHU BB3MOYKHOCTH 3a 3[paBe C MHOBALMUTE U TEXHOJNOIMYHUA Hanpeabk. IIpe3 2007 r.
boearapuss Oeme mpuera 3a wieH Ha EBpomelickus cpro3. CTpaHata B MOMEHTa HMa
YHHUKAQJIHUS [IAHC Ja M0JI3Ba HATpyHaHus ONUT Ha Bojaeuiy EBponeiicku u Apyru cTpaHu

Opyd ONTHUMHM3MpAHE U pa3mupsiBaHe Ha coOcTBeHara cu HanuoHamHM mporpamm.



OO6cwxaanara noHacToseM HoBa HarmonannaTa 3paBHa CTpaTerus ey ,,Ch3/1aBaHe Ha
pedopmupana, (GUHAHCOBO ycTOMYMBA U e()EKTHBHA 3/paBHA CHCTEMa, KOSTO OCUTYpSBa
Ka4eCTBEHH 3/IpaBHH IPYKH IO MPEBEHIINS, MPO(UIAKTHKA, JICUCHHE U pexaOuuTaIys, 3a
noao0psiBaHe 3/paBeTo Ha xopara”. OmimyurerneH Oeier Ha CTpaTerusta € HelWHara
HACOYEHOCT KBbM ,, MHTETPUPAHE HA TPrKaTa 3a 37paBe Ha OBITapCKUTE T'PAXKITAHH BHB
BCUYKH TMOJIMTUKH — BHHIIHA MMOJIUTUKA, IOJIMTHKA 33 HAllMOHAIHA CUTYPHOCT, (PMHAHCOBA
CTaOWIJIHOCT, COIMajHAa COJHMIAPHOCT M CHPaBEJIMBOCT, ONa3BaHE HA OKOJHATA Cpeaa,

MOJIMTHKA B 00JacTTa HAa 0Opa30BaHUETO U HAayKaTa U Ap.” .

1.2. Erunojorus

Penkure Gosectn ce XxapakTepusupar ¢ roJisiMo pasHoo0pa3me oT CHMITOMH H
HapyLIeHnsl, KOUTO CWJIHO BapupaT OT €JHAa HO30JOIMYHA €JUHHUIA J0 Apyra. Peakure
OosecTH 3acsraT XxopaTa B pa3jiM4yHa IO CTENEH TEXECT, HO BUHATU MPOIBIDKUTEITHOCTTA
Ha JKUBOT MpH OTIENHUA MAalLKUEHT € CcuiIHO HamaineHa. Oxono 80% ot peaxute
3a005BaHMsl ca C TEHETHYEH NpoM3Xoa (KOETO € Taka M NpU YeCTO CpeIIaHuTe
3a00JsBaHMsl), KaTo 3acsraT €MH WIM HSIKOJIKO IeHa WJIM XpPOMO30OMHHU aHOMaiuu. Te
MOraT Ja ca YHAaclleJIeHM WIM Jla ca B pe3ynTar Ha 0e NOVO TeHHa MyTauus Win
xpomo3oMmHa aHoManus. ToBa ce HaOmomaBa npu 3% 10 4% ot HOBOpoaeHure. pyru
penku OojecTu ce pa3BUBAT B pe3yinTaT Ha HMH(peKkuuu (OakTepuu WIM BUPYCH) WIH
alepruv, WM ce ABDKAT Ha JEreHEepaTUBHHU, Mpoiu(epaTHBHH WIM TepaTOreHUYHU
(XMMHYECKH, paJualliOHHH W JAp.) NpuYuHU. Hsikonm penku OoJiecTH ce MPUYMHSABAT OT
KOMOWHHPAHOTO JIEHCTBHE HA TeHeTHYHU (DakTopu W (akTOpu Ha OKoyHaTa cpema. Ho 3a
MOBEYETO PEAKH 3a00NIIBaHUS €THOJIOIMYHMS MEXaHHM3bM € BCE OIle HEMO3HaT MOopaau
JMIIcaTa Ha U3CIeIBaHus B Ta3u 00J1acT, Upe3 KOUTO J1a ce pa3Kkpue Maropu3noiIoruara Ha

OoJecTra.

TonmsiMo € pa3HOO0Opa3HeTo MO OTHOIICHHWE Ha BB3PACTTa, B KOSTO C€ MPOSBSBAT
nbpBUTEe cUMNTOMH. CHMIITOMHUTE Ha MHOTO PEIKHA OOJIECTH CE MpOSIBSIBAT OIIEe HpPHU
paXIaHeTO WM B JETCKa BB3pacT, Hampumep HWHQaHTHIHATA CHOMHAIHA MYCKYJIHA
arpo¢us, HeBpopuOpomarosata, Osteogenesis Imperfecta, cunapom Ha Rett, kakro u
noBeyeTo MeTaboauTHH 3abonsBaHus karo Oonecture Ha Hurler, Hunter, Sanfilippo,
Mykomonu3axapunosa tan ||, xonapomucruazus u ap. Ilpu HAKOM ciydad, IBpBUTE

CHUMIITOMH Ha 3a00JIIBaHETO, Hamp. Npu HeBpoduOpomarozaTa, MOTaT Ja ce MPOSBAT B



JICTCKa BB3PAcCT, HO TOBA HE U3KIFOYBA BEPOSTHOCTTA MO-TEKKU CUMIITOMH Ja CE MPOSBST
B TO-HampeaHaia BB3pacT. [pyrum penkum Oonectu karto Oosectta Ha Huntington,
MajkoMo3buyHa artakcus, lllapko-Mapu-Tyrt, amuoTpoduuHa naTepaiHa cKiepo3a H

capkoM Ha Karomu ca cnenu@uyuHu npu Bb3pacTHH.

Baxno e nma ce orOenexu, 4e peakuTe OONeCTH MOTar Ja Cce€ MPUKPUBAT 331
OTHOCHUTEIIHO T0-4€CTO CPEIlaHu CHhCTOSHUS, KAaKBUTO HANpuMep ca ayru3ma (mpu
curapom Ha Rett, curapom Ha Ymep tun I, Hymnusa X, Aurneman, Canduianmo u ap.)
i enuerncusTa (mpu cuaapoM Ha Shokeir, cuaapom na Kohlschutter Tonz, curapom Ha
Dravet u gp.). Ilpu 0bpBUYHHTE HMMYHOACHUIUTH CHINO JIMIICBA XapaKTepHa
CHUMIITOMATHKA, a €HH OT HAW-4eCTHTE MM IPOSBJICHHUA OIIC B pPaHHA JETCKa BB3PACT ca

TEXKKHUTE U PEIUTUBUPAITN HHPEKIIIH.

3a MHOT'O OT CbCTOSIHUSATA OIIMCAaHU B MMHAJIOTO, KAKBUTO Ca YMCTBEHO H30CTaBaHe,
nepebepanHa napajinsa, ayTu3bM WIHM IICUX033a, CEra ce Ipeanoara FreHeTUYEH MPOU3X0J
WIM TakbB Beye € Joka3aH. Ha mpaxTtuka, peakure Oosectd 4yecTo OMBAT MPUKPUTU OT
MHOKECTBO JpPYTH CHMITOMH W CHUHAPOMH, KOETO MOXE Ja JOBEIE A0 TAXHOTO

HCIIPABUIIHO U 3aKbCHAJIO AUATHOCTUIIUPAHE.

1.3. Enuaemuojiorus

KpM MoOMeHTa B CBETOBEH Mamiad, HSMAa aleKBAaTHA W MbJHA HWH(popManus
OTHOCHO eNMHJIeMHOJIOTHATAa Ha peakuTe OGosecTH. HoBM maHHM ca HM3HECEHH OT
EBponelickara acounanus 3a peaku 6onectu (EURORDIS) ceBmectHo ¢ ORPHANET B
JIOKJIa]] 0 BpeMe Ha EBporeiickata koH(pEpeHIUs 3a peku 00IeCTH, KOSTO ce MPOBEe
npe3 Mecer] okromBpr 2005 roauna B JltokcemOypr. JlaHHHUTE ca MOJy4eHU B pe3yJiTaT Ha
ananu3 Ha 359 penku 3abonsBanus. Okono 37.5% ot penkuTe OOJIECTH HE ce OTpa3sBaT Ha
HOpPMaJIHATa MPOABIDKUTEIHOCT Ha XKMBOTA; 25.7% MMAar MOTEHIMAIHO JIeTaleH H3XO0J
OIlle C paXkJaHETO WJIM TPEAN HAaBBPIIBAaHE Ha 5 TOIUIIHA BB3pacT; 36.8% OT peakute
0oJieCTH BOJAAT 10 HaMaJsiBAHE MPOIBIDKUTETHOCTTA HA JKUBOTA B 3aBHCUMOCT OT
TEKECTTa, CTEIEHTA Ha 3acsiraHe W TUNa (Hamlp. JETCKH, FOHOIIECKH WM Bh3PACTOB THII)

Ha 3200JI1BAHETO.

Ha To3wm erar, OpueHTHPOBBYHA CIMHICMHUOJIOTHYHA HH(OpMAIIHS 32 00JIECTHOCTTA
OT HsAKOM peaku Oomectu B EBpoma moxke ga Opae momydeHa or ORPHANET

(www.orpha.net). CrnexBa na ce momyeprae, Ye MOCOYCHHUTE HHMBAa Ha OOJIECTHOCT B



cnucbka Ha ORPHANET ca nonyuyeHun npu aHaiu3 Ha MeEIQUIMHCKaTa HaydHaTa
aurepaTypa 0e3 1a MoOXe Ja ce TapaHTHpa IbJIHA JOCTOBEPHOCT M TOYHOCT Ha

uHpupManusTa.

OCKbIIHUTE JTaHHU 3a CMUICMHOJIOTHATA HA PEIKUTE OOJECTH Ha HAIMOHAIHO U
CBETOBHO HHMBO C€ IBJDKAT Hall-BeUe HA JIMIICATa HA PETUCTPU HA PETHOHAIHO WIIU
HAI[MOHAJTHO HHUBO, KakTO M KOCBEHO Ha HEMbJIHOTaTa Ha MeEeXIyHapoHaTa
Knacudukanus Ha bonecrure (MKB), B kosiTo orpomMen Opoil penku ChCTOSHHSI HE ca

OIIMCAHH U HAMAT COOCTBEH KOJ.

1.4. llpopunakTuka, TMATHOCTUKA M HEOHATAJIEH CKPMHHUHT

Camo npu Manbk Opoil penku O0JieCTH € BB3MOXHA IbPBUYHA MPO(QUIAKTHKA.
Exonornunute (akropu ca oT 3HaYeHUE NpPU NPUUYMHSABAHE HA peaulla PEIKU BPOACHU
MasihopMaIiy, KaKTo ¥ Ha PakoBU OOJIECTH B JETCKA BB3PACT. 32 MPOPHUIAKTHKA HA TE3U
Pb e Hy)xHO cnenua/JlJHO BHUMAaHMe KbM IepHO/a Npedu 3aueBaHe U OPeMeHHOCTTA B
MEpKHTE 3a OOIECTBEHO 3/paBeola3BaHe, HACOYEHW KbM OCHOBHH OIPENEISAIIM 3IpaBHU
bakTopH - XpaHeHe, 3aTIbCTABaHE, aIKOXO0JI, TIOTIOHOIYIIEHE, HAPKOTUYHU BEIECTBA U
3aMbpCsABaHE Ha OKOJIHATa cpefa. B nombnHeHue, TpsiOBa a ce 0ObpHE BHMMaHUE Ha
JKEHUTE Mpeau 3adeBaHe W 0 BpPEME Ha paHHaTa OpEeMEHHOCT NpU YIpaBJIeHHE Ha
XpOHMYHM OosecTd KaTto juaber, emwiencus u Oesminoaue. EnHa OT BB3MOKHUTE
MHTEPBEHIIMHU € MpHeMa Ha (posireBa KMCENMHA OT JKEHUTE Mpean Meprosia Ha 3aueBaHe 3a
IPEeOTBPATsABaHE HA YBpEX/IaHUs HA TPbOHAYHMS MO3BK (HampuMep climHa 0uduaa) u Ha
npyru mandopmanuu. Peauiia n3cnenBanus NpeaocTaBaT 10Ka3aTeIcTBa, Ye aJeKBaTHUAT
npueM Ha (onueBa KHCEIMHAa B MEpUOJA IpeId 3auyeBaHETO MOXE Ja HpeAoTBpaTH

IosiBaTa Ha MOBCYC OT IMOJIOBMHATA YBPCIKIAaHUA Ha I‘p’B6Ha‘-IHI/I$I MO3BK.

MacoBH U CENEKTUBHU CKPUHMHIOBH IIPOIPaMU CE IpPUJIArar ¢ Led pa3sKpuBaHE Ha
MHAUBUIU U (DEeTyCH ¢ TIOBUILIEH PHUCK 3a 3a00JIBaHe, 3a MOCTaBsHE Ha TOYHA JUArHOCTHKA

B PUCKOBH CEMENCTBA C OIJIe]] IPOBEXkIaHe Ha MPOPUIAKTUUHN ACHCTBUS.

Penuna penxu OoilecTH MOHACTOAIIEM MOTAT Ja ObJAT MUATHOCTHUIIMPAHU upe3
AOPOJIOBH H TOCJEPOJIOBH TeHEeTHYHH H3CJIEeIBAHUS, KOUTO TO3BOJSBAT pPaHHA
TUArHOCTHKAa W BTOpHYHA MpoduiakThka Ha 3aboisiBaHeTo B ceMeilcTBOTO. [IpenBun
rojemusi Opoil TecTtoBe M HEOOXOAMMOCTTA OT U3TOTBSIHE M YTBBPKIaBaHe Ha crienuduueH

Ha6op OT JUArHOCTUYHH M3CJICABAHHA 3a BCCKU CAWH OT TAX, HUTO CHA AbPiKABa HC ou



MorJjia CaMOCTOATCIIHO J1a OCUT'YpU HU3BBPIIBAHCTO Ha TCCTOBC. Toma Bogu 10 oOMeH Ha

MAaUCHTCKU MAaTCpHrall U TCCTBAHC U3BBH HAIMOHAJITHUTEC I'PAHULIU.

Cnopen ob6miectBeHoTO nonuTBaHe Ha EBpomeiickata komucusi ,Peakure
3a0oasiBaHMsl: mnpeau3BUKareqacTBo 3a EBpona”, npuxkmouwio npe3 2008 .,
Tpchr paHI/I‘IHI/ISIT IIOTOK € MCXaHHU3bM, KOfITO 6I/I 3aIl'bJIHUJI OFpOMHa HpaSHI/IHa B
JOCTBhIIHOCTTA Ha TecToBe 3a Pb. HeoOxoauMo € To3u 0OMeH J1a cTaHe Bh3MOXKCH U Ja CC
YIJIECHH TTOCPEICTBOM SICHO 3asBEHH, ITPO3PAYHHU, JTOTOBOPEHU CTAHIAAPTH U MPOIEIYyPH HA
EC. Jlaboparopuute ciefiBa Ja ce HachbpuaBaT Jia y4acTBaT B IPOTrpaMH 3a KOHTPOJ Ha
KaueCTBOTO, ChC CICIIMATHO BHUMAHHUE BHPXY pe3yliTaTa OT M3cieaBaHeTro. TpsOBa na ce
rapaHTHpa HpCI[OCTaBSIHe Ha KOHCYJITaIlI/II/I HpeILI/I n Cclicq HpOBe)KIlaHGTO Ha TCHCTHUYHU

TCCTOBC.

VYcnexbT OT NPOBEKIAHETO HAa CKPUHUHIOBH IIPOrPaMM 3aBUCH OT MHOXKECTBO
dakTOpy KaTo KayecTBOTO W HAAEKJHOCTTA HAa TECTa, HAJMYMETO HA EPEKTUBHO
JICYCHUC/MHTEPBEHINS 3a IPEMUHAIUTE Ipe3 M3CICIBAHETO, Pa3NpOCTPAHEHUETO Ha

6OJ'ICCTTa, HEMHAaTa TeXXECT U CTOMHOCTTA Ha TECTA, KOATO CC ITOE€EMA OT OGIJ.IGCTBOTO.

Heonaramuusar ckpunuar 3a  ¢enuakeronypusa (PKU) wu  Bpoaen
XHIIOTMPOMIM3bM € yCTaHOBEH B EBpoma M € M3KIIOUMTENHO e(uKacHa MpakTHKa 3a
NpeaoTBpPaTABAHC HAa YBPCIKIAAHWA IIPU 3aCCTHATUTE ACLA. C Pa3sBUTHUECTO HA TEXHOJOTUUTEC
cera Morar Jia ce M3BBbPIIBAT MHOXECTBO TECTOBE, BKJIIOUUTEIIHO C IOMOIITa HAa poOOTH,
OpU HUCKM paszxoau 3a penuna PB, ocoGeHo 3a MeTabOIUTHHM HApyUIEHHUS U APYTH
TeHETHYHH 3a00JIsIBaHUS KaTO Is1J10. Tosa He CJI€ABa Aa € NMpUYNHA 3a TAXHOTO BKIOYBAHC
B MacoB CKPMHMHI O€3 BHUMATEIHO Ja Obaar oreHeHu cropen kpurepun Ha C30 (1965
I.), ThbH KaTO CKPUHUHI'BT MOXE Ja MPUYMHHU 3HAYUTETHH (PUHAHCOBU M E€MOLIMOHAIHU
BpEIU Ha MOAJIOKEHUTE Ha TeCTa JIMIa U M3MCKBAa 3HAYUTETHH MyOanyHu pecypcu. Kem
HACTOAILMSA MOMEHT HE € MOCTUTHATO CIIOPAa3yMEHUE HAa CBETOBHO HMUBO IPU KOU JPYTH

OomecTH € OIIpaBAaHO IMMPOBEKIAHETO HA MAaCOB CKPUHHHT .

1.5. Penxure 00/1eCTH, NALMEHTUTE U 3IPABHATA CHCTEMA

Peaxute OonecTn TpeACTaBIsABAT CEPHO3eH MNpPo0JeM 3a MeIMUHHCKHUTE
CIeNHATHCTH, 32 CAMHUTE MAIHEHTH H TEXHUTE ceMelicTBa, 32 001ECTBOTO KATO LSIJIO
W 3a 3IpaBHATa CHCTeMa HAa BCAKA CTPaHa. 3a BCUYKH 3aCETHATH TPYIH, MPOOIEMUTE

Morar Ja 0b1aT 00001IEHH B CIIETHUTE TPH KaTETOPHHU:



" HexocraTbyHa MH(POPMALIUS;
" 3aKbCHEHHE B IIOCTABSIHETO HA TMArHO3aTa;
" JIUIICA HA JICYCHHE

Pasno3naBaneTro Ha psakara OojiecT W HeWHara crnenuduka ¢ abCOoIITHO
HEO0OXOMMO YCIIOBHUE 32 PAaHHO M TOYHO MOCTABSIHE Ha JIMAarHO3a, OCUTYpPSBAHE Ha TPHXKHU
3a MAIMEeHTa U HETOBOTO CEMENCTBO, KOETO e OTIPUHECE 3a MOA00psSIBaHE Ha Ka4eCTBOTO
Ha JKMBOT. JIMarHOCTUIIMPAHETO HA TMAalMEHT C PAIKO 3a0oisBaHe € TpyAHA 3ajaaya.
JlekapsT, Oe3 3HaueHue naau € OOLIONPAKTUKYBAI WU CIEHMATUCT, MOXKE A0 TO3H
MOMEHT Jla HE € Cpellaj]l AaHAJOTMYEH CiIy4ail B CBOATA MPAKTHUKA, & € MHOTO BEPOSTHO
TO3M ClIy4yal Ja OCTaHe €IMHCTBEH. Haii-uecTo nuarHosaTta ce MocTaBsi ChC 3HAYUTEIHO
3akbcHeHue. Jlanun Ha EURORDIS ot mpoyuBane Ha 8 3a0omnsiBaHus mpoBeneHo B 17
crpanu ot EC paskpuBart, ye 25% oT cemeiictBata yakaT oT 5 10 30 roauHu, 0KaTo ce
MOCTaBM TouyHa auarHo3a! Jlopu Korato AmarHosara € mocTaBeHa HaBpeMe, MalueHTUTE U
TEXHUTE CEMEHCTBAa M3MUTBAT OTPOMHHU 3aTPyAHEHHUS Ja TOoJIydaT [O-TOAPOOHa
uH(popMalnsa 3a 3a00JsIBaHETO, KbM KOTO Ja ce OOBbpHAT 3a MOMOII, BB3MOXKHOCTH 3a

JICYCHUC U IIPOTrHO34a.

OO0urecTBOTO HE € 3amM03HATO CbHC CHIIECTBYBAHETO Ha Tpodiema ,,pelKu
oomectu®. Hupopmarnuara 3a penkute 3a0oisiBaHus € Oe3kpallHO HeEJAOCTaThYHA B
MyOIMYHOTO MPOCTPAHCTBO, JAOPH B CaMHUTE MEIUIMHCKUA cpead. B MHOro eBpomeicku
IbpXKaBU C Pa3BUTH TpaxkaaHCKu oOmiecTBa, kato Hamp. Opannus, WUramus, benrus,
Ucnanus, Xomanaus u J1p., TMAIMEHTUTE C PEIKH OO0JIeCTH M TEXHUTE ceMelcTBa ca
O00CTMHEHN B acCOITMAIMK, KOUTO WIPAsT CBHIIECTBEHA POJIS MPH Pa3lpOCTPAHCHUETO Ha
uH(poOpMallKs, OCUTYypsBaHE Ha OOIIEeCTBEHA MOAKpEerNa, JIOOWpaHEe 3a Ch3JaBAaHETO Ha
aJieKBaTHa 3aKOHOBa ypenda 3a 3aluTa Ha TEXHUTE YOBEIIKHU TpaBa, CTUMYJIHpaHE Ha

HAay4YHO-U3CJICA0BATCIICKAaTa JIEHHOCT.

dapmaneBTHYHATA HHAYCTPHUS HAIMa HMKOHOMHUYECKH HHTepec Ja pa3paboTsa
HOBM JIEKapCTBa-cUpal 3a orpaHuyeH Opoil eBeHTyanHu mnamnueHtd. [lopaau Ta3u
OpUYMHA IIeHaTa Ha ChIIECTBYBALIOTO JIEYCHHE Ha JaJleHO pAaKo 3a0ojsBaHe €
M3KJIIOUYMTEIHO BHCOKA, KaTo Moxe aa Haaxebpau 100 000 eBpo 3a manMeHT 3a eaHa
roguHa. HamuoHaiHuTe 3ApaBHOOCUTYPUTENHUM (DOHIOBE M MECTHUTE BJIACTH HE ca
CKJIOHHM M HSMAT pa3BUTa MOJMTHUKA J]a OJoMaraT u peuMOypcupar nogo0HH CXeMH Ha

JICUYCHUC, 0co0E€HO B pa3BuBalliuTe CC CTpaHHW, KBACTO XOpara HUMAT OrpPpaHUYCHU



¢uHaHCOBH cpencTBa. Benuku Te3u (hakTu mpeBphIIAT XOpaTa ¢ peku O0JIECTH H TEXHUTE
cemelictBa B 000coOeHa rpynma OT HAaceleHHETO C HapyUIeHH YOBEIIKH IpaBa IIo
OTHOILICHUE HABPEMEHHO MarHOCTHUIMPAHE, NOCTHI U IOJy4aBaHe Ha WH(OpMALUs M

aICKBaTHO JICUCHUC.

IIpuHochbT Ha peakuTe 3a00/1ABAHMS 32 Pa3BUTHETO HA MeJULIMHATA ¢
orpomeH. MH}popmanusaTa OT n3yuyaBaHETO Ha HAKOMU OT TSIX B MUHAJIOTO € Jajla CUJICH
TJIaCHK 32 OTKPUBAHE HE CaMO Ha €THOJIOTHATA W IMaToreHe3ara Ha MHOTO JPYTH OOIIH
3a00yIiBaHMsA, HO CBHIIO Taka Ha peauna (Gu3MOIOrMYHM MexaHu3Mu. Hampumep
U3ClIeIBaHMATa Ha (DEHWIKETOHYpUATa ca IO3BOJIWJIM Ja C€ OLEHAT poyiiTa Ha
(deHnnanannHa u eEeKThT OT HETOBOTO HATpPyIBaHe B oprann3Ma. OcoOeHO HHTEpECEH €
CITy4asT C BPOJEHATa HEIOCTAThYHOCT HA €H3MMa aJICHO3HH JIeaMHHA3a — PAIKO KIMHUYHO
CBCTOSHHE, XapaKTepU3UpaIlo0 Ce ChC CEPUO3HM NPOMEHM B MMYHHATa 3ammMra. 1oBa
3a0osiiBaHe € MbpPBOTO, 3a koeTo B CAIll e nasgeHo pasperieHue 3a NpUIOKEHUE HA TE€HU
3a TCpalus. PazBuTHeTo Ha TEHHOTO HHXKXCHCPCTBO 10 rojrsiMa CTCICH € MOAIIOMOrHaTo OT
3abI00YeHATa HW3CJIEAOBATEIICKA M EKCIHepHUMEHTaJHa padoTa BBPXY TIE€HETUYHUTE

3200 1BaHUs.

1.6. JlekapcTBa-cupanu

C nekapcTBa-cupany Haif-oOII0 ce O03HayaBaT T€3U MEAMKAMEHTH U YCTpPOMCTBa,
NpeHa3HAYeHH 3a JIeYeHUE Ha pellku OosecTH. 3a MbpPBU BT, ONpPEICIICHUE 32 ,,pAIKO
3a0onaBane” e naneHo ot Konrpeca nHa CAIl] B 3akona 3a siekapctBata-cupauu (Orphan
Drug Act) npe3 1983 r. Cnopen TO3M 3aKOH, 3a PSAKO ce MpuemMa 3a00JiiBaHe, KOETO
3acsira mo-manko ot 200 000 amepukaniu (6omectHocT 0.75 Ha 1000 "oBeka). [Ipe3 1993
r., Slnonuss mnpuema crenuanHa Hapenba 3a JekapctBara-cupany (Orphan Drug
Regulation), onpenensiia kato penku cberosiHus ¢ 6onectHoct a0 0.4 Ha 1000 yoBeka.
Haii-koHCcepBaTHBHA € 3/IpaBHATa TOJIMTHKA Ha ABCTpalHs, PErilaMeHTHPaHa ChC 3aKOH
mpe3 1997 r. (Orphan Drug Policy), ciopen kosaTo peakure 3a0oisiBaHus TPpsIOBa /1a ©MaT
6onectHocT 110 0.1 Ha 1000 yoBeka. Exsa npe3 1999 r., EBponelickusT mapiaMeHT riacyBa
HapeaOa 3a penkure 3a00NsBaHUS M JIeKapcTBa-cUpalld W ImpueMa jaeuHuims,
ompezensna Karto ,,psaKo”’ BCIKO ChCTOSHUE, 3acAramo He mosede ot 5 Ha 10 000 yoBeka

ot EBpomnetickara o6mHocT (601ectHOCT 0.5 Ha 1000).



OcHoBen 3akoHopareneH JokymeHT 3a EC e Perumament Ha EBpomnelickus
napiamenT U Ha CoBeta (EO) ot 16.12.1999 3a nexapctBara-cupanu. Ksm EBponeiickara
areHuus no JyekapctBata EMEA e cbh3manena Komucusi mo JjiekapcTBeHM NPOAYKTH-
cupamu (Committee for Orphan Medicinal Products - COMP), kosTo pasriexiaa Beska
MoJI0a 3a perucTpanus Ha MEIUIUHCKH MPOIYKT-CHpaK M OKa3Ba IMOMOIIl MO BpeMe Ha
peructpanusra. 3a 8-romurien nepuoj (2000 —onu 2008), B8 COMP ca monyuenu 831
MOJIOM 3a perucTpanus Ha MeAULIUHCKHA NPOAYKTU-cupanu. OT TX, 552 ca 03HaYeHHU KaTo
JeKapcTBa-cupanu, a 46 ca MOJMy4YWsId BIOCIEACTBHE MapKETMHTOBO 0J00peHue 3a

pasnpocTpaHeHue u yrnorpeda B crpanutTe oT EBporneickus cbio3.

1.7. Tloantuxku B EC 3a penkure 6oJiecTu

Penxure GosecTH ca eIMH OT OCHOBHUTE MPUOPUTETH B HOBATAa Mporpama 3a
o01IecTBeHO 3/ipaBeona3BaHe Ha EBponeiickusi ¢cb03. B HIKOM OT IbpKaBUTE-UICHKU
Ha EC mma Bede pazpaboTeHu crieuUIHA HAIIMOHATHH TTOJMTHKH 33 PEAKUTE OOJICCTH B
obrnacTTa Ha 00IIECTBEHOTO 3/IpaBeona3Bane. [lopaau peaniia pa3nuku OT UKOHOMUYECKH,
3aKOHOJIATENICH U KYIATYPEH XapakTep, TE€3W HAIMOHATHHM TMOJUTUKH CHIIHO Bapupar B
CTPYKTypaTa ¥ MEXaHH3MHTE 3a IIOCTHUTaHE Ha 3aJloKeHUTe Tenr. He ¢ BB3MOXKHO
MEXaHUYHOTO MPEHACSHE Ha Be€Ye Ch3/1aJIeHa 3/JpaBHA IMOJIMTHKA 32 PEIKU OOJIECTH OT eHa
IbpkaBa B Jpyra. Haii-o0mo moraT na ce oOOmISIT Tpu TUMNa 3ApaBHU MOIUTHKH. KaTo

npuMep Morart Ja 6b1aT nocouenu Opannusd, Uranus n Xonxanaus.

Bv ®pannusi ngeiictBa Hanwmonanen miman 3a peaku Oosectu (2004-2008).
OCHOBHHTE HAacOKM 3a paboTa ca B o0nacTra Ha YyBelIMYaBaHE 3HAHUETO 3a
SMUIEMHOJIOTHATA Ha PEKUTE OOJIECTH; pa3lo3HaBaHe crenudrukara Ha OTACTHUTE PEIKU
3a00JsBaHusI, pa3paboTBaHe Ha HH(POPMAIMOHHU IAKETH, ChABPXKALM CcreruduuHa
uHpOpMaIIUs 3a PeIKU 00JECTH B 3aBUCUMOCT OT MOTPEOUTEIICKUTE TPYINU; 00y4aBaHe Ha
3paBHU CIEHUAINCTH, OpPraHU3MpaHe Ha CKPUHUHT MPOTPaMU U JOCTBII 0 TCHETHYHO
u3cieaBaHe; moao0psiBaHe AOCThIIA JI0 JCUEHHE W Ka4eCTBOTO Ha JKMBOT HA TMAIIMEHTHTE;
NpoJb/DKAaBaHe Ha YCWIMATA HACOYEHHM KbM JIEKapcTBaTa CHUpAalld; OTTCOBOP Ha
crenuUIHUTE JOMBIHUTEITHA HY)X/IH, KOUTO UMAT XOpaTa, CTPaJally OT PeIKH OOJIECTH;
HachbpYyaBaHEe W3CIEABaHUITa B o00JacTTa Ha peAKUTE OOJEeCTH; pa3BHBaHE Ha

CHTPYAHUYECTBA HA HAITMOHAIIHO U EBpomeiicko HUBO.



HUranus e enHa ot crpanute B EC ¢ Hail-crapa NnosMTHKa IO OTHOUIEHHE Ha
penkure Oonectu. Penkure OonecT ca 3acTBIIEHHM KaTo BaKE€H OOIIECTBEHO3/IPAaBEH
npobaem B Tpu Hanumonamuu 3npaBuu crpareruu - 1998-2000; 2003-2005 u 2006-2007.
Cnbc 3anoBes; Ha mipaBuTencTBOTO (279/2001) B Utanus ce ch3naBa Hanmonamna Mpexa 3a
Penku bonectn, xosato ce xoopauHupa or Hamumonanen LlenTsp 3a Penku bonectwm.
Hauvonanuus ueHTsp cb3AaBa M HoJabpka HanuoHaneH perucTbp Ha MAlUEHTHUTE C
penku 6onectu. M3rores ce u ciuchk ¢ peaku 00JIeCTH, KaTo TIXHOTO AUArHOCTULIMPAHE U
JIeYCHHUE € HabJHO Oe3rutatHo 3a nanueHtute. Kem 2006 T., TO3W CUCHK HAOpOsBa HAJ

500 penxu 3a00JsIBaHUS.

B Xomanaus, padorata B o0siacTTa Ha peAKUTE 3a00JIIBAaHUS U JISKAPCTBA CUPAIH
3arouBa mnpe3 1997 romuHa ciex 3anmuTBaHe OT MUHHUCTBpPAa Ha 3JIpaBeola3BaHETO,
0JIarOJICHCTBHETO W CIOpTa OTIPABCHO KbM XOJAHICKUS KOHCYJITATUBEH CHBET 3a
3[paBHO MPOYyYBAHE J1a U3/ajc HACOKA 3a M3CIIC/IBaHKs B 00JaCTTa Ha JICKapCTBa-CHPALIH.
Ponara na XOJIaHI[CKI/Iﬂ YIIPABUTCJICH KOMUTCT CC€ CbCTOU B YIPAXKHABAHCTO HA YCTHUPHU

OCHOBHH Q)YHKHI/II/IZ I/IH(i)OpMaI_H/IOHHa, HAaChbPUYHUTCIIHA, U3IrpAKAAllld U UHTCIICKTYaJIHaA.

Ha 21 smyapu 2004 r., xbM [lenaprament 3a OOmiecTBeHO 31paBe U 3aluTa Ha
[Torpedurenute (DG SANCO) na EBporneiickata komucus ce chb3nane Excneprna I'pyna
3a Peaxu Bosectn (Rare Diseases Task Force - RDTF). I'pynara e cbcraBeHa ot 36
eKCIlepTa, 3acefaBa PeJOBHO 2 MBTU TOJUINHO M MMa 3 paboTHH Komucuu. M3paboTBa
MPETNOPHKHU M CTAHOBUIIA, Kacaely HAI[MOHATHHUTE MOJIUTUKHA Ha cTpaHuTe-wieHkn Ha EC,
KaKTO W OOIIM EBPOTCHCKU CTpaTerMy 3a pa3BUTHE Ha penkure Oonectn. B rpymara

aKTUBHO Y4acTBa eKcrept oT bbirapus.

Peaxute Oomectn ca emun ot mnpuopuretute B Ilporpamara na EC 3a
oduecTBeHo 31paBe 3a nepuoaa 2003—2008 r. Pb npoabmkar ga 6baaT NpHOpPUTETHA
oOacr 3a xaeiictBue B HoBata Ilporpama 3a o6mecrBeHo 3apaBeona3pane (2008—2013
r.). Be3npuerara obmia nmo3unus Ha ChBera oT 22 MapT 2007 T. BBB Bph3Ka C IpreMaHe Ha
Pemienne na EBpomeiickus mapimameHT u CbhbBeTa 3a Ch3JlaBaHE Ha BTOpa IMporpama 3a
neiictBue Ha OOmHOCTTA B 0oOnacTTa Ha 31MpaBeomna3BaHeTo (2007-2013 r.) B Touka 2.2.2.
Ha MPUJIOKEHUETO TJacu CIeAHOTO: , Hacvpuasane ma oeticmsue 3a npoguiakmuka Ha
COYUANHOZHAYUMU 3a001A6aHUS OM O0COOEHO 3HAYeHue, Npedsud obwujama medcecm Ha
3abonaeanusma 6 QOOwHOCMmMa, KAKMO U HA peoxkume 3a001468aHUs, NpU KOUMO
Oeticmeuemo na ObwHocmma 3a onpeoeisiHe HA MexHume OemepMUHAHMU Modce 0d

npudade 3HavumenHa 006aseHa CMoUHOCH HA HAYUOHATHUME YCUnus .
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PaGoTHusaT nokymeHT 3a ciryxkurenu Ha Komucusra, npunapyxasai bsaiara kHura
»3aeIHO 3a 3ApaBe: cTpaTermyecku moaxoa 3a EC 2008—2013% cwmo naeHtuduimpa

Pb xaro npuoputeTHa obnacr.

W3cnenoBaresnckure NPOEKTH 3a PeIKU 3a00JIIBaHUS ce€ MOANOMAaraT IoCpeJCTBOM
PamkoBute Ilporpamm (PII) Ha EBpomneiickaTa o0IIHOCT 3a Hay4YHU H3CIICIABAHUS U
TEXHOJIOTMYHO pa3BUTHE. AKIIEHTHT BbB Bpb3Ka HU3CIEABAHMATA HA PEAKUTE 3a00JIIBaHUS
B PII7 ce mocraBs BBpXy IpoyuBaHus B Isula EBpoma B o0sacTTa Ha ecTecTBEHAra
UCTOpHUSA, MATOPU3HOIOTUATA U Pa3pabOTBaHETO Ha NPO(UIAKTUYHH, AUATHOCTUYHHU U

TCPANICBTUYHU MHTCPBCHIH.

[Ipez 2008 1., Oe mnyOIUMKYBaHO OOLIECTBEHOTO JAoNUTBaHe ,Peakure
3200/IIBaHHUA: TPEIU3BUKATEICTBO 3a EBpoma”, koero NoCiIyXH 3a H3rOTBSHE Ha

odunuamHo choOIeHrne Ha EBponeiickara KOMHCHS .
To3u JOKYMEHT aKIeHTHpa Ha TPU OCHOBHU MPUOPHUTETA!

O 3acuUjIBaHE Ha CBhTPYJHUYECTBOTO Mexay mporpamure Ha EC (3a
obmecTBeHO 37apaBeona3BaHe Ha EC, pamkoBHMTe MNporpamu 3a Hay4dHH
U3CIeABaHUs U TEXHOJOTMYHO pa3BUTHE, CTpaTerusTa 3a JeKapcTBara
cHpaly, periJamMeHTa 3a IeJUaTpUYHUTE JIeKapcTBa, CTpaTerusTa 3a

MOJICpHO JIeYeHHUe, ObJemiara JUPEKTHBa 33 TPAHCTPAHWUYHH 3IAPABHUTE
YCIYTH U JIp.).
o HacbpuaBane Ha EC-27 B pa3paboTBaHETO Ha HAIMOHAIHU 3IpaBHU

IMOJIMTUKKU, KOWUTO Ja TapaHTHpAT PaBC€H JOCTbII W HAJIWYHOCT Ha

npoduIaKTUKa, TMarHOCTHKA, JICUEHNE U pexaOuiauTaIus 3a jaurna c P3.

O TrapaHTHUpaHC, 4C 06H_II/ITC MOJIMTUYCCKHU HACOKH CC pa3BHUBAT U CIIOACIIAT

HaBCAKBJIC B EBpona

1.8. Peakure 6oJiectu B bharapus

B bbarapusi Bce ome JHNCBA LSVIOCTHA W SICHA 3ApPaBHA MOJUTHKA [0
OTHOLIEHHWe Ha PpeAKuTe 0oJsiecTM. Bbmopocu, cBbp3aHM ¢ OpodUIAKTUKATA,
JMarHOCTUKATa M JICYCHHETO HA HAKOM PEAKU 3a00NsIBaHMS Cca YaCTUYHO 3aCTHIICHU B
pa3MyHM HAlMOHAIHMW TpOrpaMHd U 3aKOHH, HO 0€3 KOMIUIEKCHO pelIeHHe Ha

MHOXECTBOTO HpO6J’I€MI/I OT MCAUIITMHCKO, CONMAaJIHO 1 €TUYHO €CTECTBO.
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e HopmaTruBHa 6a3a

[To oTHOMIEHWE HAa HOpMaTHBHATa 0a3a, B 3aKOH 3a JIeKApCTBATAa U ANTEKHTE B
XyMaHHATa MeIMIHMHA Ca TIPEIU3UPAHU TEKCTOBETE, PETJIaMCHTHpAIlH pPEKMMa Ha
JICKapCTBEHHUTE MPOIAYKTH, IPEIHA3HAYCHH 32 JICUCHUE HA PEIKH 3a00JIIBaHUS WM T.HAp.
omie ,,JJekapcTBa-cupanu’”’. [1o To3u HauWH, HOPMATHBHHAT JTOKYMEHT € B ChOTBETCTBHE C
Pernament 141/2000/EC u ¢ Permament 847/2000/EC. Te3u periamMeHTH IOCOYBAT
KpUTEPUUTE, YCIOBUATA M peAa 3a ONpeleNssHe Ha JICKAPCTBEHUTE MPOIYKTH,
MpeIHa3HAYeHN 3a JUArHOCTUKA, MPOQIIAKTHKA WM JICUCHUE Ha PEAKU 3a00JsiBaHUS,
KaKTO U YCJOBHUATA, IPU KOUTO MPUTESKATEISAT HA pa3pelICHHETOo 3a yrnorpeda Ha TakoBa

JICKApPCTBO I10JI3Ba U3KIIFOYUTCIIHO ITa3apHO IIPaBO 3a CPOK 6 mum 10 TOJWHH.

Ot 18 romm 2005 r. e dpakt Hapenda 22 (o6H. JIB. 6p. 62 /29.07.2005 r.), Bnu3ama
B cmia ot 31.12.2006 r. 3a ycrmoBusATa W peaa 3a paspeliaBaHe 3a ynorpedba Ha
JICKApCTBCHH TPOJIYKTH, MPEIHA3HAYCHH 3a JICUCHUE Ha PEJIKH 3a00JISIBaHUs, U31aJIeHa OT

MunuctepcTBO Ha 3/paBeomna3BaHeTo (M3).

B Hapenda 3a kpurepumrte, YCJI0BHATA WU MNPABWIATA 32 BKJYBaHe HA
JIEeKApCTBEHH NMPOAYKTH B MO3UTHBHHA JIEKAPCTBEH CMUCHK B PemyOnuka Bbuirapus
(O6n. B. 6p.110/21.12.2007) e peraaMeHTUPAaHO BKJIIOYBAHETO HA  JIEKAPCTBEHU

MMPOAYKTHU, KOUTO CC MpHJIarat U 3a JICUCHUC Ha PCIAKU 3a00JIIBaHUS.

B 3akoHa 3a 3apaBeTo € OT/EICHO CIEHHUAIHO BHUMaHWe Ha ,,] CHETHYHU
U3CIeBaHMsT W TEHETHYHO 37paBe”, ThH Karo € OIlCHeHa 3HAYMMOCTTAa Ha TE3U
U3CIICIBAHMSI 32 Pa3BUTHETO HAa ChbBPEMECHHATA HayKa, 32 OTIEJIHU WHIWBUAM U TPYNH OT
xopa. Pa3nensT perinamMeHTHpa NpaBuiiaTa 3a MPOBEKIAHE Ha TEHETUYHH U3CJIC/IBaHUS, a
3aKkoHa 3a 3alIMTAa HA JIMYHUTE JAHHHM ONpEIEHs PpEe3yJNTaTHTe OT TE€HETHYHHUTE

HW3CIICABAHMS KaTO ,, JNIHU JTAaHHU .

[Ipe3 2004 r. e cp3naneH neHTbP "PoHA 3a JevyeHue Ha aena' . Toii ochiecTBsIBa
JIEHHOCT MO OpraHM3allMOHHO W (UHAHCOBO TMOJAMOMAaraHe Ha jema Ao 18 romuHw,
HY)KJaelld ce OT JWarHOCTUYHM M JIedeOHU MpOLEeAYypH, 3a KOUTO HsAMa YCIIOBHUS 3a
u3BbpmBane B bearapus. [1pu ce3gaBanero Ha @oHga ca cboOpa3eHn peIKu METa0OIUTHU
¥ OOMEHHU 3a00JIIBaHUS TPHU Jela, 3a KOUTO He chlecTByBaT B PemyOmuka Bwarapus
crenuUIHA METOJMKHU 32 JUArHOCTHKA U JICYCHUE - HIKOM MUTOXOHAPHAIIHU 0O0JIeCTH,
Hyxna ot ensumHa u JIHK-gmarnosa Ha mnepokcw3oMHH OOJECTH U 3acsraiu

MEPOKCU30MHOTO OKHCIICHHUC. I[eua C U3KIIIOYUTCIIHO PCAKN OosecTu mMorat Ja C€ I10JI3BaT
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ot ¢puHancoBara nogkpena Ha Llentsp "®onn 3a neyenue Ha aena”. ToBa cTaHa Bb3MOXKHO
C 0JIOOpEeHHUTE OT MPABUTEICTBOTO MPOMEHH, CBbpP3aHU C JeiHocTTa Ha LleHThpa oT M.
Mapt 2006 r. C usmeHeHusATa ce najae npaBo Ha LleHThpa ga moamomara CbC CpelncTBa
JICYCHUETO Ha Jena 0 18-roauimHa BB3pacT C HepaspelieHu 3a ynoTpeda B bwarapus
nexkapcTBeHu mpoAykTu. C Ta3u MspKa 1€ c€ MOJANOMOTHE JICYCHHUETO Ha JIeld, KOUTO
CTpajgaT OT PeIKH 3a0O0JSIBaHUS W MPU KOWTO JICYCHUETO C pa3pelieHUTE 3a yrmoTpeda B

bwarapus nekapcTBeHU NPOAYKTHU € 0e3 pe3yirar.

JleyeHreTo Ha MAIMEHTH C PEIKU OOJIECTH JIO MOMEHTA C€ OCUTYpPSIBA OCHOBHO OT
MunuctepctBo Ha 31paBeomnaszBaHero 1no Hapenda Ne 34 3a pena 3a 3amiamiaHe OT
penyONMKaHCKUs OO/DKET Ha JICYCHHETO Ha OBJITapCKUTE TPakIaHW 3a 3a00JsBaHUS,
U3BBH 00XBaTa Ha 3aIbJDKUTEITHOTO 3JIpaBHO ocurypsiBaHe. [1o Ta3u HapenOa ce ocurypsisa
JedeHre camo Ha Xunodu3zapeH HaHu3bM, Tanacemus Maiiop, Bpoienu koarynomnartuw,
6osect Ha ['ome, MykoBuCcHIHI03a, ATIJTaCTUYHA aHEMHUs, XHUAIMHOBA MeMOpaHHa 00JecT

u O0oJiecT Ha YHIICOH.

Hanumonannara 3A1paBHOOCHIYPHTEJHA Kaca CbIIO ydyacTBa B JICUEHUETO Ha
HSKOM peaku 3abosissBaHust upe3 JjeueHue no Ilporpamu (Hamp. Oonect Ha Kpows,

XUIEPaMOHUEMHUS).

[IpoBexnaneTro Ha TepamusaTa CbC CKBIIOCTPYBAIIM JIEKAPCTBEHW MNPOAYKTH 3a
HSKOM € >KMBOTONOJIbpXKAllla, Ha JPYrM JaBa IIAHC Ja UMaT HO-A00pO KauyecTBO Ha
KHUBOT, 110-100p0 00pa3oBaHUE U COILMAlIHA MHTErpanus. Beopeku ToBa, IMa MHOXKECTBO
Hepa3pelieHn Npo0IeMH, KaTo HallpuMep OCUTYpsiBaHE JOCTBII 10 HOBH TE€paK Ha PEIKU
Oosnectu, JeuyeHUE Ha BB3PACTHUTE MAIMEHTH C PEIKHU 3a00isiBaHUS, OCUTYpsiBaHE Ha
ONTUMAJIHO KOJIMYECTBO U JO3UPOBKA HA CKBIIOCTPYBAILUTE MEIUKAMEHTH, ONIPEIEIIsIHE Ha

HETPYAOCTIOCOOHOCT ¥ COIHAIIHA PEXaOUITUTAIIHSL.

e QOcHoBHH NPEeANOCTABKM W TCHACHIHHU 3a Pa3sBUTHEC HA TCHECTUYHHUTE

n3cjieABaHuA y HaC

[Tpe3 romu 2000 r. Gemie 3aBBpIICH peACpOIHO TpoekTa “YoBemku reHom”. ToBa
crouTHE BE€aHAra IoBJIMAd U 1€ OIMPECACIIA IIPE3 HACTOAIHNA BEK TCHACHIIMUTE B Pa3BUTUCTO
Ha CBBPCMCHHATa MCIAUIIMHCKA TCOPHUA W IIPAKTUKA. Pa3sBuxa ce HOBH HaIlTpaBJICHUA:
TeHOMHUKA, TPAaHCKPUNTOMHKA, MPOTEOMHUKA, METa0OJOMHKAa M T.H. 3amoyHa epaTa Ha
NepcoHaIN3MpaHaTa MEIUIIMHA, KOSTO MOCTaBU HA4ajloOTO Ha MHAWBHUYaJHO JIEYEHHE Ha

BCCKM IMAallMCHT C OHNpEACIICHO JICKaApCTBO H 034, C'BO6p33€HO C TCHCTUYHUTC
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XapaKTepUCTHKN HAa WHAMBHIA. [lepcoHamu3upane Ha JICYEHUETO € eIWHCTBEHUS MOJIXO0J
3a TIOBMIIaBaHE Ha e(PEKTHBHOCTTA, e(UKacHOCTTa W (PUHAHCOBaTa JOCTBHIIHOCT Ha
TepanuATa. To MOKe Ja TIOCIY)XM Karo OOEKTHBEH HHIMKATOp 3a KOHTPOJ Ha

panrOHATIHOTO U3Pa3X0JBaHE HA JICKAPCTBCHUTE CPEACTBA.

FpI/I)KI/ITe 3a MaMCHTHUTC C ITCHCTUYHHU HpOGJIeMI/I HN3UCKBAT UHTCPAUCHUIITIMHAPHO
ChTPYAHHUYCCTBO MCXKAY CIICHUAJIMCTU OT PA3JIMYHU CIICHUAIHOCTH, KAKTO M Y4aCTHC Ha
HEMCIUIMHCKYM  HUHCTUTYLUHU U CAPYKCHUA. Baxna poJiAa Cec ompcacid Ha
O6H_[0HpaKTI/IKYBaIHI/I$I JICKAp, YHCTO 3aAbJDKCHHUC MIC 6’L,Z[e PaHHOTO HACO4YBAHC 3a

Juardo3a v npocicasiBaHe Ha e(beKTa OT JICYCHHUCTO.

Cnopen noknan va C30 ,, [Ipe3 21 Bek 1ie HapacHAT HEUMOBEPHO MEIUIIMHCKUTE
U3CIIE/IBaHMsI, KOUTO Ca HACOYEHU KbM OOJNECTHUTE MEXaHU3MH U JICUCHUE Ha KIETHYHO U
monekynHo HuBo (Genomics and World Health, WHO, 2002). B to3u mokmax ca
pasriielaHd OCHOBHUTE TPUHIIUIHN, CBBP3aHN C MEIUKO-TEHETUIHOTO OOCITy)KBaHe, 3a Jia
ObJie TIOCTUTHATa ONTHMadHA €(PEKTUBHOCT, €PUKACHOCT M COIMAIHO PAaBEHCTBO. Te3n

MPUHIMIINA BKJIFOYBAT :

(1) CpoOpassiBane ¢ Hyx aAUTe U UHpaACTPyKTypaTa (Haau4nue Ha MaTepuaiHa 6asa,
NOATOTBEHW KaJpH, OpraHM3alis Ha 3]paBeola3BaHETO, OOpa3oBaHHE, HAIWYHE HA
pUCKOBH (akTOpH B OKOJHATAa cpena, aJAMHHUCTPATHBHO [eJIEHHWE Ha CTpaHara,

KOMYHUKAIINH, TPAHCTIOPT U T.H) IPU KOHKPETHUTE YCIOBUS (IbpKaBa, MOMYyIaIus).
(2) Hanuune Ha anekBaTHa HOpMaTHUBHA 0a3a;
(3) BeBexkane Ha BUCOKOMH(POPMATUBHU T€HETHUHU WU3CJIC/IBAHMSL.

(4) lupoxo mHpOpMUpaHE Ha 3IpaBHUTE CIELUATNCTH U OOLIECTBEHOCTTa 3a
BBH3MOKHOCTUTE U OTPAaHWYEHUATA HA TEHETUUYHUTE M3CJIEIBAaHUS W NMpodUIaKTUKaTa Ha

FEHETHYHHUTE 0O0JIECTH (HpOMOI_II/I}I Ha TCHETHYHOTO 3z[paBe).

B nammonanen mamab ce u3nwiaHu ,,Hayuonanna npozpama 3a npogunaxmuxa
Ha Hacieocmeenume 6Gosecmu, npeopasnonoxcenus u epooenu anomanuu 2000-2005
2.”. Tsa BriIrOYBaIIe MacOBU CKPUHUHTOBHU MPOTPAMU T.€. TPEAKIMHUYIHO OTKPHBAHE HA
3aCerHaTh WHJIWBHUJIM C 1IEJl JICUEHHWE WIM JOPOJOBa OLEHKA HAa TE€HETHMYHUSI PUCK C eI

MMpeHaTalHa JUarHoCTUKa.
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Karo chbliecTBEHH HEAOCTATBLUM Cle[Ba Aa ce OTOesekaT LEHTpaau3aluara Ha
TeHETUYHUTE JIAOOpaTOPHH NEHHOCTH B bbiarapus, HemocTaThbyHATa MPO3PAUYHOCT IPH
U3pa3xo/iBaHe Ha (PMHAHCOBUTE CPEACTBA, KAKTO M JIMIICAaTa Ha MyOJIMYHO MyOIMKYyBaH

pE3YIATAT OT U3IIBJIHCHHUETO HA Ta3U IIporpama.

IIpe3 2003 r. 3amouHa bbarapckara HauMoHalHa HAay4YHa Mporpama
“'EHOMMKA”. Ilpuetute HaydHH @IPOEKTH IIOCIHY)KHMXa KaTo €JIEMEHTU 3a
pasmmpsiBane Ha ,,HanumonamHa nmporpama 3a npo(uIakTHKa Ha HAaCIeICTBEHUTE 0OJIECTH,

npeapasnosioxkeHus 1 BpoaeHu anomanuu 2000-2005 r.”.

[Ipez 2004 r. MuUHHCTEpCTBOTO Ha 3APaBEOINA3BAHETO IYOJHUKYBa JOKJAJ
»3/paBeTO Ha HAMSATA B HA4YaJ0TO HA 21 Bek”. B TO3u JOKIIan € OlEeHEHa TeXKaTa
nemorpadcka u 31paBHa CUTyallus B CTpaHaTa. | eHeTUYHUTE U3CIeABaHUS MOTaT Jla UMaT
TEXKH MOCIEICTBUS U Ja A0BeJaT A0 AUCKPUMHUHAIUS HA OTICIHU UHIUBUIN U TPYIHU OT

xopa.

VYyactHuuu B ,Haumonamna mporpama 3a npouiakTHKa Ha HacjleICTBEHUTE
Oonectu, npeapasnonoxenus u BpoaeHu anomanuu 2000-2005 r.” ca crieyenuian BaXHH
MEKIYHAPOAHM ¥ HANMOHAJIHH HHGPACTPYKTYPHH mnpoekTu: JlaGoparopusta mo
MmosiekyspHa martojorus kbM CBAJIAT ,,Maitunn nom™ “Monexynna meauruna” (FP6-
2004-ACC-SSA-2) xpM 6-Ta pamKoBa mporpama Ha EBpormeiickusi cpio3, Karenpara mo
menunuHcka reHetuka Ha MY Codus “Mopepen bwarapcku reHOMEH ULEHTBHD 3a
counanHo 3Haynmu 3abonsBanus” (No 05/01.08.2005) u “Bulgarian Consortium For
Structural Genomics And In Silico Drug Design” (No DRI-5/2006). B MunucrepctBoTo
Ha 3/paBEOIIa3BaHETO € MOJIMCAH JI0TOBOP 3a ABYCTPAHHO ChTPYIHHYECTBO MEXIy MY
Copust n I'eHoMHHUS UeHTbp Ha TOKHMICKHMS YHUBEPCUTET, KakTO W JIOTOBOp 3a
CHTPYAHMYECTBO MEXAY KaTeapara IO MOJEKYJIsIpHa IUTOreHeTHka Ha Tokuickus

MCIUIUHCKU U CTOMATOJIOTUYCH YHUBCPCUTCT U KaTCApaTa IO MCAUIMHCKA I'CHCTHUKA.

Hammonannarta renernyna nmadopatopus u LleHThpa Mo MoJeKy/IHa MEIUUITHA KbM
MY — Codus paznonarar ¢ MOJEpHO 000py/IBaHE M YHUKAIHH 3a bbharapus poOoTuznpanu
CHUCTEeMH 3a W3BBPIIBAHE HAa Malla0HU JTUATHOCTHYHU H3CIIeJIBAaHUS B oOJjacTra Ha
reHoMHaTa auarHoctuka. [lopamu texku nedexktn u OpaKkyBaHe HAa OCHOBHHTE, YHUKATHH
3a OBATAPCKOTO 3/IpaBeoNa3BaHe anmapaT ra3oB XxpomaTtorpad ¢ Mac-CeJIEKUTBEH JETEKTOP
n HPLC — amnonananu3aTop B MOCIEIHUTE 6 Mecella y Hac HE Ce MPOBEXAa JUAarHOCTHUKA

Ha Haj 60 peaku reHeTwuHu Oosiectu. Bee mo-dyecto ce Hamara w3mpaiiaHe Ha MpoOu B
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qy)KOMHAa TP HEU3roJHH (UHAHCOBH YCJIOBUS U pEaTHM PHCKOBE 3a HETOCTaBsIHE Ha
TOYHA JMarHo3a W TEXKU IOCIEACTBUS 3a CEMENCTBOTO. , bbarapckara kosema” ce
aHrakvpa Jia J0CTaBM HOB ra3oB XpomaTorpad ¢ mac-ceyekTuBeH aerektop. C rocraBka
Ha arnaparypa, Ipu HAJIMYUETO Ha POOOTH3UPAHU CUCTEMH 3a IOJrOTOBKA HA MaTepHaIUTe
3a HW3cJelBaHEe, Ce€ OYaKkBAa MHOTO BHUCOKAa €(PEKTUBHOCT M €(UKACHOCT HAa MAacCOBHUS
CKPMHUHT Ha BCHYKH HOBOPOJACHU 32 (DEHMIIKETOHYpHUS M JPYrd 3a00JSBAHHS, MAcOBUS
CKPUHMHI Ha BCUYKUM OpEMEHHUTE M AMAarHOCTHKATa HAa PEJIKUTE NeHETUYHH OO0JIECTH Yy
Hac. OCHOBHA TeHACHLUS € 000pyJBaHE Ha T'€HETHMYHHUTE JaOOPAaTOPUM ChC ChbBPEMEHHA
JUArHOCTHYHA araparypa ¢ IMPUOPUTET HAa YHHKAJIHATa 3a OBJIrapCKOTO 3JipaBeolla3BaHe

amaparypa.
e HaunuoHaTHM CKPMHUHT NPOrpamMu

BbBexxmanero Ha MacoBUTE CKPUHUHT-TIPOTPaMHU € TPOMEHMIO ChIIECTBEHO
oTHomeHuero mojsu/cpenctsa (10-20:1). Ilo-Bucoka € e(peKTUBHOCTTA Ha OHE3H
CKPUHUHT-TIPOTpaMH, KOUTO Ha TMpakTHKa C€ pealn3upaT Karo MporpaMu Ha
0OLIECTBEHOTO 3/paBeona3BaHe U BU3MPAT ,,KpailHUs MPOAYKT , T.€. IIbJIHA peain3alus Ha
WHIUBUIYAIHUTE 3QJI0)KOM Ha 3aCeTHATHUs] MHJMUBHJ, a HE CaMO YMCTBEHO M (PU3UUYECKO
pa3BUTHE TMOAOOHO Ha 3JpaBUTe BPBCTHULM. 1eparneBTUYHOTO TMOBEACHHUE TIpe3
nocienaute 10 roguHu € arpeCMBHO U MAaKCUMAJIMCTUYHO. TO M3HMCKBA CHAEHCTBHUE OT
CTpaHa Ha CEMEWCTBOTO, CaMUs MHAMBHJ M COLlMAlHaTa cucreMma Ha obuiectBoTo. Camo
TakKa, OT MOTpeduTeN Ha OPyTO COLMaJeH MPOAYKT, JelaTa ¢ BPOAECH XUIIOTUPEOUIU3bM U
TEXHUTE CEMEHCTBA ce MPEeBpPBIIAT B CH3AATENU Ha Ollara M ca HAbIHO HHTETPUPAHH

YJIEHOBE HA OOLIECTBOTO.

IIpu nwan 20% ot Maiikure C Jeua C OTKJIOHEHH pEe3yJATaTH OT THUPEOUIHUS
CKPHUHUHTI CBIIO C€ YCTAHOBABAT pa3JIMYHU 11O CTCIICH U XapaKTEP TUPCOUTHU OTKIIOHCHUS.
Pannara uMm 1uarHosa, JiedeHUE W/WIM TPOCIEAsBaHE € OT BaXXHO 3HAUYEHHUE IMpH

CBCHTYAJIHA CJICABAIlla 6peMeHHOCT.

Hanuumero Ha #oneH neduUMT MOBMIIABAa YECTOTAaTa TJIABHO Ha MPEXOAHUTE
dbopMu Ha BpoAeH XHUMOTUpeouaAn3bM. OcoOeHO HEONIAronpusTHO € CHhUETAHHUETO OT
NEpUHATAIHOTO MpUJlaraHe Ha HOJ ChIBbpPXKAIIM JE3UH(EKTaHTH U HOJAeH NeUIHT.
Bearapus mpez 2005 Oe mnpoBb3riaceHa 3a elHAa OT CTPaHUTE JMKBUIUpana MHox-
nedunuTHUTE 3a00J5BaHUs KaTo MpoOJIeM Ha OOIIEeCTBEHOTO 37paBeora3BaHe. Bee oime

obaue, BpIpeku mpenopbkure Ha International Council of lodine Deficiency Disorders
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(ICCIDD), e pasmpocTpaHeHa NpakTHKara 3a MEPHHATAIHO MPHIOKEHHE Ha WO
ChIbpXKAIIM JIe3UH(EKTaHTH. B mepcrnekTuBa, eIMMUHUPAHETO UM, OCOOCHO IIPU MalKH C
U3BECTHU ABTOMMYHHHU THUPEOMIHHU 3a00JsBaHMs, OM JIOBEJO A0 OLIE [O0-3HAYUTEIIHO
OrpaHMYaBaHE Ha IPEXOJHHMS BpoOJEH Xunotupeonau3bMm. IloHacTosmeM ocHOBHaTa
OpUYMHA 3a TPEXOJHUTe (GOPMH Ha BPOJCH XHUIOTUPEOMIU3IBM Ca aBTOMMYHHUTE

TUPEOUTHY 3a00IsIBAaHUSI IPU OPEMEHHHUTE.

Hanuonannara HeoHaTaJlHa THPEOHWJIHA CKPUHUHI TNporpamMa Oe¢ BbBEACHA
npe3 1993 r. karo ABycTpaHeH ObIrapo-1IBeHIIapCKu MPOEKT B Y HUBEPCUTETCKATa JAETCKa
6omanna Codus 1Mo WHUIMATHBA HA TEAHATPH-€HAOKpHHONO3U. llpum cwrOupanero Ha
npoOuTe ce HM3I0J3Ba ChIIECTBYBaNaTa Joructuka 3a ¢enuaketronypus (DOKVY). Upes
ChbBMECTHHUTE ycuins Ha ckpuHuHT-ekuna B CbAJIJIb ¢ Heonarono3ure oT 1sj1ara crpaHa
00XBaIllaHETO Ha HOBOPOJCHUTE CE€ TMOBHILIU APACTUYHO M JOCTHTHA TpaiHOo 96-97%.
M3nbnnsBa ce Ha 6a3za CbAJIIb Codus u 10 MOMEHTa, KaTo ca Cla3eHUu BCUUKHU OTACIIHU
eTalny, rapaHTupallyd TsIcHaTa oOpaTHa Bpb3Ka Ha JaboparopHaTra KOMIIOHEHTa C
KIIMHUYHATa CUCTeMa Ha MpocielnsBaHe Ha jeueHueTo. Msrpanena e Hamuronanna Mpexa
OT CIELHAINCTH, MOANOMAraiy paHHoOTo jedyeHue. Hamuue ca cienHurte pes3ydaTaTtu c

PCATTHHA ITOJOXKUTCIIHN MOCICACTBUA HA 3aCCTHATUTE €A U ceMecTBa:

Hpe)IOTBpaTeHI/I Cca MHOI0 HCHYXXHH XOCIUTAIN3allWKW, WU3JIMIIHWU ITbTYBAHHA Ha
ceMencTBaTa A0 LCHTHpA B CO(i)I/ISI, KaTO € OCUTYPCHO HOPMAJIHO YMCTBCHO PA3BUTHUC Ha
Hanqg 300 Acha € BPOACH XHUIIOTHPCOUAU3BM. Taka ca pealm3rupaHu U aJallITUPAHU KbM
OBIArapCcKUTE YCIIOBUSI IMPENopbKUTe Ha MEXIyHapoJIHOTO IPYXKECTBO 3a HEOHATaJeH
ckpunuar (ISNS “International Society for Neonatal Screening) 3a uenTpamusupanu
J'Ia60paTOpI/II/I 3a CKPpHUHUHT (HpeI/IMymeCTBaZ HUCKHU Ppa3xoJy, HATPYIBAHC, 3alla3BaAHC H

npeaaBaHC Ha CKCIICPTCH OHI/IT).

HTC-nporpamata € Bak€H KOMIIOHEHT B CHCTéMara OT WHJIUKATOpH 3a
MOHHTOpHpaHE Ha edeKTa OT IPOBEXKIaHATA MpodunakTuka Ha M/, Thii-kato 3acara 97%
OT TIOMyJaIMsATa Ha HOBOPOJCHUTE B cTpaHaTa. 1T03W ,,MOHHTOP” € pa3paboTeH u ce
npuiara cucteMHo oT 1997 3a ouenka Ha HonHus BHoOc. IIpu MeXayHapoIHUs OOUT OT
ctpana Ha ICCIDD B bovarapus npe3 2003, 6e monyueHa BUCOKa OIEHKA 32 a/1allTUPAHETO
Ha HTC kato cpenctBo 3a MOHMTOPHpPAHE MPH YCHIIMSTA 3a MOCTHUTAHE HA YCTOMYMB
KOHTPOJ Hajx Hoxa-geuuuTHUTE 3a00isBaHUA. BBBEAECHUAT CENEKTUBEH THUPEOUICH

CKpUHUHT Ha MaMKuTe Ha Aclara ¢ OTKJIOHCHHA OT MACOBHUA TUPCOUJCH CKPUHUHIT BHB
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BPB3Ka C IMMO-4€CTO CpCIIaliUTEC CC IIPU TAX 3a00JIIBaHUs Ha IMUTOBUHATA KJIC3a, pa3pClIin

Auar"os3ara v JICUCHHUCTO Ha JOTOoraBa HEPA3NO3HATHU IIUTOBUAHU 3a00J1IBaHUs.

[Ipe3 2002 ronunHa € peaau3upaHo MUJIOTHO MPOYYBAHE 32 Ch3/J1aBaHE HA HOPMHU 3a
17 —OH nporectepoH B 3aBUCUMOCT OT TEIJIOTO W TIeCTallMOHHATa BB3PAcT — €IHO OT
HEOOXOAUMUTE TIPEABAPUTEIIHU YCJIOBUS 32 BBBEXKJAHE Ha MAacOBUS HEOHATAJIEH

CKPUHUHT 32 21-xuapokcujiaseH aeQuumr.

Ot 2004 ronvHa € mpUET ChBMECTEH MPOEKT Mo JUHHUS Ha bbirapo-baBapckoto
CHTPYIHUYECTBO TMPEAJIONKEH OT ceKTop ,,CKpUHUHT U (YHKIMOHATTHA EHIOKPHUHHA
nuarHoctuka” CBAJIJIb nacouen kbpMm ,,Ontumusupane Ha HTC u cb3gaBane Ha
SHJIOKpUHHA KIMHUKA 32 €IHOJHEBEH OOJHWYEH MPECTOW 3a MoJoOpsBaHEe Ha paHHATA

Juardo3a 1 JICYCHHEC Ha ACIa U FOHOIIN ¢ CHAOKPHUHHHU 3a00JIs1BaHHUSL.

Jleuennero Ha Bcuuku aena ¢ ®KY, BI'O, Hax 50 aena u 10HOIIN ¢ XOMO3UTOTHA [3
TajacemMus € cbepenoToueH B paznuunute 3BeHa Ha CBAJIJIb (oTaenenue mno reneruka u
TajaceMuyeH 1eHTbp). Crenuanuctu oT ApyruTe reHeTUYH jaboparopuu BbB BapHa u

IInoBmuB ca YCBOWJIM ChIIO CbBPEMCHHH JUAHOCTUYHU TEXHUKHU Y HAC U B LIy)K6I/IHa_.

ITo-ropHaTa akKTMBHOCT Ha T€HETUYHHTE J1aOOPaTOPUU MO3BOJISABA MOJAbPIKAHE Ha
KOHTAaKTHU C BOJEIIHU JJabOpaTopuu B 4yKOMHA U ClIeNHaIN3alus Ha MIaJU Kaapu, KOETo €

IpenocTaBKa 3a 0bp3 TpaHchep Ha HOBU METO/M 3a IMarHOCTHKA.
e HenpaBuTte/JCcTBeHU OPraHU3alMy B MOAKpPeNa HA peIKUTe 00J1ecTH

Ot 2004 r., B bearapus ¢ynxuuonupa Wudopmanuonen Llentbp 3a Penkm
bosectu wu JlekapctBa Cupanm (MHOPBJIC) - 1nbpBata W €IUMHCTBEHA
M3TOYHOEBpOIIeiicka oOpa3oBarenHa U WH(OpPMAlMOHHA YCIIyTa, TIOCBETEHA Ha MAaIlMeHTH,
acoIManu W MEIUIUHCKH CIEIUATUCTH, WHTEPECYyBallld C€ OT pPEIKuTe OOJeCTH |
nekapctBara-cupan. ULPBJIC e npoekT u m3nbiHeHne Ha beiarapckara Acoumanus 3a
[Tpomornust Ha OOpa3oBanne n Hayka — HEenmpaBUTENCTBEHA OpPraHHU3AIUS C HECTOMAHCKA

1IeJ1, perucTpupana cbriiacHo pasnopenodute Ha 31OJIHL B bearapus npes 2003 r.

OduchT Ha HEHTHPHT ce HaMHUpa B YHUBepcUTeTcKa OonHuna ,,Cs. ['eopru” B rpaj
[TmoBAMB M € HaBITHO 000OPYIBAT ChC CHBPEMEHHA TEXHHUKA M YCIIOBHS 32 TIPOBEKIAHE Ha
pabotau cpemu. OcHoBauTe QyHknun Ha UIPBJIC ca mpegocTaBsHe HABJIHO OE3ILIATHO
Ha MH(OpMaIUs 3a peIKu 00JeCTH, CIeNUATM3UPaHN KIUHUKH, JabopaTopuu B EBpoma u
CBETAa, OCBHIIECTBSIBAHE HA KOHTAKTU MEXJy BOJEIIM CIELUAIUCTH, JIEKyBallly JeKapu U

MAlMEHTH; Ch3JaBaHEe U MOJIbpXKaHE Ha MYITHE3UKOB MHTEPHET CalT ¢ MH(OpMAaLOHHA
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u oOpaszoBatenHa men (Www.raredis.org); opraHusupaHe Ha paOOTHH CpeUld M
KOH()EPCHIIMM, YCTAHOBSBAHE HA KOHTAaKTU C HAyYHU W TAIUCHTCKU OPTaHU3AIHH OT
bearapus u EBpomna. Bceska meaunuucka wim 3npaBHa uwHbopmanus B HIPBJIC
(www.raredis.org) e moAroTseHa oT KBaJH(pUIUPAHH CICIHATUCTH ChC 3aBbPINCHO BUCIIIE
MeIUMIMHCKO oOpa3oBanue. MHpopmanusaTa ce mpeaocTaBs ¢ Ien Ja JOMbIHM, a He Ja
3aMEHH B3aUMOOTHOIIICHUATA CHIIECTBYBAIN MEXTy MMAIIMEHTUTE-TIOCETUTENIN Ha IIEHTHpa

N TCXHUSA JIMYCH JICKap.

HUnghopmayuonen Llenmvp 3a Peoku bonecmu u Jlexapcmea Cupayu € moco4yeH
KaTO OCHOBEH M JIOCTOBEPEH M3TOYHUK Ha MH(popMmanms 3a penku Oonectu B bearapus Ha
WUnrtepuer caifta Ha EBponeiickata kxomucuss — Jupekuust OOLIeCTBEHO 31paBe
(http://ec.europa.eu/health/ph_threats/non_com/rare_9 en.htm), u e mbIHOIpPaBEH
NapTHHOP B 2 TOJEMH TEKYIIM €BPOIEWUCKH MpoekTa, (uHaHcUpaHu oT EBpomeiickarta
W3MBJIHATETHA areHIus 1o odmectBeHo 3apase - npoekt ORPHANET (2006-2009, o61mro
¢unancupane - 1.3 munmona espo) u European Project for Rare Diseases National Plans
Development (EUROPLAN) (2008-2010, o610 ¢urancupane - 1.1 Munrona eBpo).

IIpes 2007 r. B bwarapusa ce yupenu Hayuonanen anuanc na xopama c peoxu
oonecmu (HAXPB), kOolTO € CBBP3BAILIOTO 3BEHO MEX]y XopaTa ¢ peiku Ooyectu H
OOIIeCTBEHO3IpaBHAaTa CHCTEMa, KaTo 3alllUTaBa OCHOBHOTO YOBEIIKO IIPaBO Ha

CbBPEMCHHA U PABHOIIOCTAaBCHA MCIUITNHCKA I'PUIKA.

B bwarapus, kakTo M B INOBEYETO CTPAaHU II0 CBETA, IMALUEHTUTE C PEAKHU
320055 BaHMsl NPEACTABIABAT €IHA Ipyla C MHOMKECTBO HEpa3pelleHH NpoOIeMu OT
MEAMIMHCKO U COLIMATHO €CTECTBO, KOMTO OCTaBaT HEM3BECTHU U CKPUTHU OT OOLIECTBOTO.
Te3u xopa ca ysA3BUMHU U JUCKPUMUHHUPAHU, ThI KaTO € HapyLIEHO €IHO OT OCHOBHUTE UM
YOBEUIKM IIpaBa, a MMEHHO IPaBOTO Ha JOCTHII A0 aJ€KBaTHA MEAMIIMHCKA MOMOILI U
uHpopManus 3a TIXHOTO 3abonsBaHe. [IpobnemurTe Ha manueHTa ¢ pAAKO 3abosBaHe
peduieKTHpaT BbPXY HErOBUTE OJM3KU, IPEBPHIUIAT B MPOOIEMHU Ha ISUIOTO CEMEMCTBO, a

OT TaM ¥ Ha IBUIOTO OOIIECTBO.

Hy:xnara or cb3gaBaHe HA eIMHHA HAIMOHAJIHA NOJMTHKA MO OTHOIIEHHE
NPoPUIAKTHKATA, ITNATHOCTHKATA, JIEYEHNETO U PeXaduIuTANMATA HA NALMEHTHUTE ¢
peaKH 3a00JIABaHUS CTaHA MPUYMHA 32 MOATOTBAHETO HA HacTosimata Hanmonanna
nporpaMa 3a peaku 00JieCTH, CbIVIACHO ChbBpPeMeHHHMTe Hacokum Ha EBpomneiickara

KOMUcCus.
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1. Hen

]_le.n Ha HporpaMaTa € Cb3J]aBaHC Ha aACKBaTHAa HMHCTUTYLIHOHAJIHA paMKa H

MCXaHU3MHU 3a OCHUI'YpsABaH€ Ha HaBpPCMCHHa HpO(bI/IJ'IaKTI/IKa, JUAarHoCTukKa, OIITHMAJIHO

JeYeHHe W pexaOwiuTanus Ha MAIMeHTH C peakd OosecTw (TEHETHYHH, BPOJCHH

MaipopMaIiiv ¥ HEHACJICICTBEHH 3a00siBaHus ) B bbarapusi.

[11. IIpuopurern

. OcurypsiBane Ha €NHIEMHOJOTMYHHM JaHHH 3a peakuTe Oojectn B bwirapus upes

cb31aBaHe Ha HanMoHaneH peructep.

. Hono6p;1BaHe HpO(i)I/IJIaKTI/IKaTa Ha PCAKHUTC 0oJIECTH C TeHETHYHA OIIpCACIICHOCT 4YpE3

pasmupsABaHC Ha CKPUHHUHI'OBUTC IIPOrpaMu.

. [logoOpsiBane mpodunakThKaTa U JUATHOCTUKATa Ha PEAKUTE OOJECTH C TreHeTUYHa
OTIPEIETICHOCT Ype3 BBBEXKJAHE HAa HOBU T'€HETUYHH TECTOBE, JCIEHTpaU3UpaHe Ha
naboparopHara JIEHHOCT W OCUTYpsSIBAaHE Ha YJIECHEH IOCTBI 10 MEIUKO-TeHEeTHYHa

KOHCYJITallus.

. aTerpupan  moaxox mpu MpHIaraHeTo Ha NpouiIaKkTHKaTa, JIWAarHOCTUKATa,

JICYCHUCTO U CoHaIHAaTa MHTETpalrd Ha MAOUCHTUTC U TCXHUTC ceMeicTBa.

. IloBuiaBane Ha HpOCI)eCI/IOHaJ'IHaTa KBaJ'II/I(I)I/IKaLII/IH Ha JICKapUuTe B obOiacTTa Ha paHHaTa

JUAarHoCTuKa u HpO(i)I/IHaKTI/IKa Ha PCAKUTC OoiecTH.

. HpquBaHe Ha H606X0}II/IMOCTT3, BB3MOXHOCTTa M KPUTCPUUTEC 3a Cbhb3JaBaHC Ha

pedepeHTeH EHTHP 3a peaKku 0oecTH Ha PYHKITMOHAJICH PUHIUT B bbarapus.

. OpI‘aHI/IBI/IpaHC Ha HallMOHAJIHA KaMIIaHHWA 3a 3aIlI03HaBaHC Ha OGIJ.IGCTBOTO C pPCAKUTC

00JIeCTH U HAUMHUTE 32 TSAXHATa MPO(PUIAKTUKA.
. onkpena u cerpyanuuectso ¢ HI1O u aconuanuure Ha nalyeHTy ¢ peaku 6oaecTu

. TsicHa komabopanusi ¢ APYTHTE CTPAaHH-WICHKH Ha EBpOINENWCKus Cbl03, HMAaIu
OTHOILIECHHE KbM IIeJITa Ha mporpamara u ¢ ExcriepTHara rpymna 1no peaku 0oJecTd KbM
Henaprament 3a OOmectBeHo 3npaBe u 3amuta Ha llotpeburenure — EBpomeiicka

KOMUCHSI.
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V. IlesieBu rpynu

Hammonamnata mporpama 3a  penkure Oosiectm  (T€HETHYHH, BPOJCHH
Mandopmanuu 1 HeHacaeacTBeHU 3a0ossiBanus) 2009-2013 akneHTupa BbpXY CICIHHUTE

IEJICBU TPYIIH:
1. Hacenenuero Ha cTpaHara
e [lanuentu c peaku 6oxectu - 6% OT HACEICHUETO Ha CTpaHATa

e PuckoBu cemelicTBa 3a paxKaaHe Ha JACTC C TCHCTUYHU HpO6JICMI/I (HpeI[I/IH_IHO

JIETE C TeHeTUYHa O0JIECT)
e (CemeiicTBa C peIpOAYKTUBHH MIPOOIEMHU
e bpeMEeHHU KEeHU
e Bcuuku HOBOpPOECHU

2. MeaunuHcKky cOelualyucT OT BCUYKH CIIEIMATHOCTH U HUBA Ha 3ApaBHAaTa CUCTCMA,

AHTraKUpaHu C U3ITBJIHCHHUECTO HA IIporpamMara

3. HempaBurencreenu opranuzamuu (HIIO) B ob6mactta Ha penkute Oonectu
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V. JleiiHOCTH 10 IpOrpamMara

1. Cn3naBane Ha HaumoHajleH KOHCYJTATHBEH CbBET 3a PpeIKH 00J1ecTH

(HKCPB) kbM MUHHCTEPCTBO HA 3IPaBeO0Na3BaAHETO

3a wm3nenHeHue Ha Hamuwonannata mporpama 3a peaku OojiecTd (T€HETHYHH,
BpogeHn Mandopmanuu U HeHacneactBeHu Oonectu) 2009-2013 1. ce cb3maBa
Hannonanen koncynraruBeH cbBeT 3a peaku 6onectn (HKCPB) kbm MunucrepcTtBo Ha

30paBCOIIa3BaAHETO.

CwcraBbT Ha Harnmonanuus koHcyntaTuBeH cbBeT 3a penku 6onectu (HKCPB) ce
ompenens CbC 3amoBel] OT MMHHCTBpa Ha 31paBEeONa3BaHETO M €€ PBKOBOAU OT
[Ipencenarein ¢be CIENUATHOCT MO COLMAIHA MEAUIMHA U 3paBEH MEHUUKMBHT, II0COYEH
oT Munuctbspa. HKCPB usrorss IlpaBunnuk 3a cBositTa 1€HHOCT, OCHOBAH Ha 3aJI0KEHUTE

B [Iporpamara npuoputeT u JeHHOCTH.

MuHucTepcTBO Ha 3apaBeona3BaHeTo
M3anbnHuTenHa areHUUs no nekapcTea
HaunoHanHa sgpaBHOOCUIypUTEnHa Kaca

HaunoHanHu
KOHCYNTaHTU U
Hay4Hu gpyxecTBa

HauwoHaneH
KoHcynTtaTtuBeH
CbBeT 3a
Penku Bonectu

HaunoHaneH perucCTobp Ha nauneHTuTe C peakKku 6onecTtu

HaunoHanHaTta mpexa
OT nHpopmMaLMOHHO-pedepeHTHN KabuHeTn No peakum GonecTm

JAunarpama 1. UHCcTUTYHMOHAJIHA paMKa 32 u3NlbJIHeHne HA HaumonaiHaTa nporpama

3a peaKu 0oJiecTu
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CocrasbT Ha HKCPB € mocTosiHeH U BKIIFOYBA:

a) HAallMOHAJIHXU KOHCYJITaHTH W/WIH CIICHUAJIMCTH II0 OCHOBHH IPUOPUTCTHU HaA

porpamMara;

6) NpeACTaBUTCIIM Ha AbPXAaBHU HWHCTUTYLIMH, HWMallld OTHOIICHHUEC KbM

npodHIaKTUKa, THarHOCTUKA, JICYEHUE U pexaOmInTalus Ha peIKUTe 00IeCTH;

B) MIPE/ICTABUTENIM HA MAIIMEHTCKU OpTraHU3aIlK 32 PEIKU O0JIECTH.

2. Cb3naBane Ha ExcnepTHu rpynu mo peaku 00/1eCTH KbM HAIMOHAJIHUTE

KOHCYJTAHTH

[To waunmatuBa nHa HKCPB, kbM HalMOHATHUTE KOHCYJITAHTH 10 OTAEIHU
MEIUIMHCKN CHELUUATHOCTH ChC ChACUCTBUE HAa MEIMLUMUHCKUTE HAYYHHU JIPYKECTBA B
bearapust ce cb3gaBar ekcneptHu rpynu, kouto mnpennaratr Ha HKCPB cnuchk Ha
aKTyaJqHu 3a bwiarapusi penku 0ojiecTd OT ChOTBETHaTa MEIUIIMHCKA CHEIMATHOCT. 3a
BCAKO TPEJIOKEHO 3a00JsBaHE, T€ HM3TOTBAT OOOCHOBKA CHIIIACHO Ne(PUHUpPAHHUTE TIO-
JIOJIy KPUTEPHUH, KaKTO M CTAHIAPT 3a TEXHMS KIMHUYEH MEHUKMBHT, OCHOBAH Ha Hail-

HOBUTE MOCTIKEHUS U T00OpHU MPAKTUKH B METUIHATA.
Kpurepuunre 3a npejiarane Ha peku OOJIECTH:
e Paaxoct (6onectHoct mox 5 Ha 10 000 yoBeka)
e KnunuuHa Texect
e (CreneH Ha yBpena
e VYCTaHOBEHU CTaHAAPTHU 3a UArHO3a, JICUCHNUE U PeXaOuIuTaIus

e Hammune Ha omobpeHo ot EBporeiickaTa JieKkapcTeHa areHIMs JIEKapCTBEHO
CPEICTBO-CHpAaK WM JPYro JIeYEHHE, CHILIECTBEHO IMOJ00pSABALI0 3IPaBHOTO

CBHCTOSIHUE Ha MAIlUEHTUTE
e Pas3xon-moisa ot JeueHue

IIpy HEOOXOAMMOCT, HALUMOHAIHUTE KOHCYATAHTH M EKCIIEPTHUTE KOMHUCHH
OCBILECTBSIBAT KOHCYJITAaTUBHA JIEWHOCT W IO JAPYT'M BBIPOCH U JAEHHOCTH, CBBP3aHU C

nernocrra Ha HKCPB.
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3. Cp3naBane Ha HanuonaiHa wmpexa oT HHPpOPMAUHOHHO-PedepPEeHTHHU

Ka0UHeTH N0 peaku 00J1ecTu

HanmonaneH KOHCyNTaTHBEH CBBET 3a peaku OojecTd KbM MHHHCTEPCTBO Ha
3[paBeona3BaHeTO IpeaIara HeoOXOIMMUTE KPUTEPHUU 3a KOHKYpC 3a M300p Ha Jie4eOHM
3aBeJICHHs, KbM KOUTO Jia c€ Ch3aanar oomo 6 umHpopManroHHO-peepeHTHN KaOMHETH

0 pe/IKKi OOJIECTH Ha TEPUTOPUSITA HA CTPAHATA.

KabOunernte ca ChCTaBHUTE 3BEHA Ha Hanmonanna MpEXKa I10 PEAKH 6OJ'ICCTI/I,

pBbKOBojieHa U kKoopauHupana or HKCPB.

OuakBaH IIOTOK Ha MalUCHTUTE C PCAKA OoJsiecTH U opraHu3anys Ha HCOHATAJTHUA

cKpuHUHT B bparapus ca npexncraBenu Ha Jluarpama 2.

e 3agauum Ha Haunmonannara Mpexa oT HHpOpPMAHOHHO-ped)epeHTHH

Ka0MHeTH MO peaKu 0os1ecTH

o OOmeHs u CUHXPOHHU3HPA I/IH(bOpMaI_II/IH, Kacafllla HU3IBJIHCHHUCTO Ha

HanuonannaTa nporpama 3a peku 60secTy;

o Ocwurypsia ¢yHKIHOHMpaHe Ha HaluoHaNMHHUS PErucThp 3a PEeaKd

Oonecty;
o TapanTupa egHaKBB HOCTHII U KAYECTBO HA HH(POPMAIIHS;

o Hpe,[[OCTaBH JAaHHU 34 IIJIAaHUPAHE Ha PCTUOHAJIHO U HALTMOHAJITHO HHUBO.
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A)

EKcnepTHU LieHTpoBe
3a npocmnakTuka, AMarHoCTuKa,

3a pefiku Gonectu neyeHue n pexabunuraums Ha 3a peaku 6onectu
B EBponeiicku cbio3 KOHKpeTHa psfka 6onect B Bbnrapus
unu rpyna 6onectu B Brnrapus

HauuoHaneH peructsbp Ha
nauueHTu ¢ peaku 6onectu

HaumoHanHaTta mpexa
OT MH(POPMaLIMOHHO-pedePeHTHN KaBMHEeTH No peaku 6onecTu

t t t

PecepeHTHU

LleHTPOBE U Mpexu PedepeHTeH LeHTHLP

06u40npaKTuKyBau.|. J'IeKap cneuvanucT BonHn4yHa nomMmolLy
nekap
HaceneHue

B) HeoHaTtaneH TupeonpeH CkpuHuHr (HTC)

MacoB CKPUHMHT Ha

— 3-5 fgeH
/ BCUYKM HOBOPOAEHM

HeoHaTono3u oT l
usAnara cTpaHa

MoTBBbLpKAaBaHe Ha

CKPUHUHI guarHosara
CBANOb l
Codhusna

3anouBaHe Ha feyeHne — 14-15 neH

> 12-13 geH

obwo l
npakTUKyBaLy MoHMTOpMpaHe > 3, 6, 9 mecey,
nekap, neamaTtbp 1 rognHa
eHAOKpUuHonor l
MpeoueHka Ha cnea2r.
JgmarHosarta Bb3pacT

JMuarpama 2. O4yakBaH NOTOK HA NMANMEHTHTE ¢ peAkH O0osiecTH (A) U OpraHu3anus

HA HEOHATAJITHMSA THpPeouaeH cKpuHUHT B buarapus (b)
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e 3anayu HAa UHGPOPMALMOHHO-Pe()ePEeHTHUTE KAOMHETH MO0 PeAKH 00J1eCTH

o PasmpoctpansiBaT U u3nbiaHsIBaT no msacto nporpamute Ha HKCPB,
BKJIIOYMTEIHO HAIIMOHAHA KaMIIaHUs 3a 3all03HaBaHe Ha OOIIECTBOTO C

penkute 00JIECTH U HAYMHHUTE 32 TSIXHATA NPOPUIAKTHKA,

©) Pe(bepeHTHI/I TOYKHM 3a HACOYBAHC Ha IMAaIMCHTHU C PCIAKHU oonectn OT
MCIULMHCKUTC CricouaJIucCTu oT I[O6OJ'IHI/I‘IHaTa u OOJHHMYHA

MEJIULMHCKA IIOMOLL;
o Pernonanno 3BeHo Ha HaumoHnanHus peructsp 3a penku 00JyecTH;

©) C’bS,I[aBaHe " IOAABPIKAHC HA JIOKAJIHU PCTUCTPU HA IMAIIUCHTU C PCAKHU

0oJIeCcTH;

@) CT)3IlaBaH€ U MDOAABPXKAHEC Ha JIOKAJIHHW PCEruCcTpu Ha KIMHUYHU
IIpoy4uBaHHAd HA PCAKU 00JIeCTH B CHOTBCTHUTE MCIHUIIMHCKHA (PaKyHTCTI/I

M 3aBCIACHUA OT OoIHMYHATA IIOMOII,

o C’bSI[aBaHe U TOAABPIKAHC HA JIOKAJIHU PETUCTPU C HAJIUYHUTC B

peruoHa IMarHoCTUYHU TECTOBE 3a PEIKHU 00JIECTH;
o Bpb3ka c uzrpanenata u GpyHKIHOHMpaIla CKPUHUHIOBA MPEXa;

o Ilogmomarar PErUOHAJIHUTE 3aBCACHUA 34 OOJIHMYHA oMo 4pe3
npeaOoCTAaBAHC HA KIIMHUYHH HNPOTOKOJIM W CTAHAAPTH 3a JICUCHUC HaA

penku 6oiectu;

o Iloamomarar u o6yuyaBaT OOIIONPAKTUKYBAILIUTE JIEKAPH;

o IloBumanar I/IH(I)OpMI/IpaHOCTTa Ha MAaUCHTH, JICKapu U O6I.I.ICCTBO 3a

penxure 6osiecTu;

o llogmepkane Ha TACHA Bpb3Ka U KoJabopauus € OCTAHAJINUTE

pedepeHTHH KOHCYATAaTUBHU KaOMHETH.

4. Cwb3naBaHe Ha HanuoHa/ieH perucTbp HA NAIMEHTH ¢ PeAKH 00J1eCTH

VYcnoBusita U peabT 3a perucrpaius, o0paboTka M ChbXpaHsSBaHE Ha JAHHUTE B
HAI[MOHAJHUAT PETUCThP Ha MAIMEHTU C PEAKH OoecTd ce ompenesT or HanuonamHus

KOHCYJITaATUBCH CBBCT 3a PCAKU 0o0JIeCTH KBbM MI/IHI/ICTepCTBO Ha 3ApPaBCOIa3BaHCTO.
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PeructepbT ce pasmonara B JedeOHO 3aBefeHUE, M30paHO ¢ KOHKYPC U ce 00CIyXBa OT 3
CHELMAINCTH, OT KOUTO | Jiekap M 2 TeXHHYECKH JMLA. 3a ChOMpaHe Ha IbpBHYHATA
enuJAeMHONIOTHYHAa HMH(OpMalMs Cce HU3MOJI3Ba ydeTHa JOKyMEHTallus, MOATOTBEHA U
yrBbpaeHa or HKCPb. Undopmanusara B perucrbspa ce ocurypsiBa OT MHPOPMAIIMOHHO-
pedepeHTHUTE KOHCYATATHBHU KAOMHETH TI0 PEAKU OOJIECTH ¥ OOMEHS eMUACMHOIOTTYHI
naHHU ¢ HamumoHanmHus HEHTHp MO 3ApaBHa uWHopMaius. B perucrspa ce BKIIOYBAT
HO30JIOTUYHUTE €AMHULIM OT HaluoHamHUS COUCHK C peaKd OONIeCTH, CHh3OaAECH U
akryanuszupad oT HKCPB. PeructbpsT cna3Ba BCUUKM 3aKOHOBU M3MCKBAHMS 3a 3alUTa

Ha JIMYHUTC JaHHU.
OCHOBHHU 11€TTU HA PETUCTBPA ca:

e C(Cnbupa, o0o00ImaBa W TPEAOCTAaBS EMHIECMHOJIOTMYHA HHPOpPMALUSI 3a

3a00J1eBaeMOCTTa M OOJIECTHOCTTA OT pelKH Oosiect B bbirapus;

L4 HOILHOMaFa I/I3pa6OTBaH€T0 Ha AVMArHOCTUYHH U TCPAINICBTHYHHU ITPOTOKOJINU

U CTaHJapTH 3a JICYEHHE Ha peaAKuTe 00JIecTH;

e [lognomara M3, MTCII u H30K npu mianupaHe u OCUTYpsIBaHETO Ha
CKBIIOCTPYBAILO JICYEHHE U MEAMIMHCKHM TPHXKUA Ha TMAlMEHTUTE C PEIKU

OomecTH;

L4 HO,Z[O6p$[Ba B3aUMOAEUCTBHUETO MCKAY 3paBHATa CJIy>K6a U MAalIMCHTCKHUTC

acolualuu,

L4 Hpe,Z[OCTaBSI u HY6J'II/IKYBa JaHHU 3a IIJIaHUpaHEC W CPABHCHUC Ha

PEruoHaJIHO U HAITUOHAJTHO HUBO.

5. IlopoOpsiBaHe HA NMPOPUIAKTHKATA M JUATHOCTHKATA HA PeAKUTE TeHETHYHU

00J1eCTH, IPEAPA3NOJIOKEHUS U BPOJAEHU AHOMAJTUH

5.1. TlomoOpsiBaHe Ha AMArHOCTHUKATA M MPO(UIAKTUKATA HA PEIKUTE T€HETUYHU

Oosecty, mpepa3noioKeHUs: U BPOJASHH aHOMAJIUH.

5.1.1. TlpoBexxnane Ha MacoB HEOHATAJIEH CKPUHUHT 3a BPOJICH
XUIMOTUPEOUAN3BbM C OYaKBaHO TofguInmHO HapactBaHe ¢ 2-4000

HOBOPOJICHU;
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5.1.2. TIpoBexgaHe HAa MacOB HEOHATAJIEH CKPUHUHT 32 (PCHUIIKETOHYPHS

C TOJUIITHO HapacTBaHe Ha HOBOpojeHuTe ot 2-4000 HOBOpOIeHH;

5.1.3. Pa3mupsBaHe Ha MOCTHATAIHU €HAOKPUHHHU CKPUHUHTOBU MPOrpaMu

C BBBEKJAaHE HA CKPUHUHT 32 2 1-xuapokcunazeH aeuut cien 2009 r.;

5.1.4. IlonroroBka Ha KaJpu 3a HYXKIUTE Ha MEIUKO-T€HETUYHO
KOHCYJITHUpaHe, ChoOpa3eHa ¢ H3UCKBaHUsATa Ha EBpomeiickus cbio3, B

CETPYAHHUYECTBO C EBpOHeﬁCKaTa (DOH,Z[aHI/IH I10 TEHCTHKA,

5.1.5. Akrtyanu3upaHe Ha JEHCTBAIIOTO 3aKOHOJATEICTBO M W3/laBaHE Ha
METOJMYHO yKa3aHWe, IMpeAHa3HAYeHO 3a: OOLIOMPAKTUKYBAIIU JICKapH,

AKYIICP-TUHCKOJIO31U, HCOHATOJIO3U U IIEAUATPH, KOCTO Ja CbAbpiKa:

e [lporokon u ycioBue 3a B3eMaHE, CbXPAHEHHWE U TPAHCIOPT Ha

KPBBHHUTE POOM Ha HOBOPOJICHUTE;

L4 HpOTOKOJI 3a MpPOCJICAIBAHC U KOHTPOJ Ha JICUCHUC HA OTKPUTHUTC

10 CKpHHHWHI'a TAaIUCHTH.

5.2. Pa3u11/1p${BaHe Ha JUAarsoCTukKara Ha rcHCTUYHUTC OosrecTn Ype€3 BbBCIKIAHEC HA
HOBH MCTOIM 3a JAJWAarHoCTHKa H TpaHC(bep Ha TCXHOJIOTMHM B TCHCTUYHHUTC

naboparopuu

5.2.1. PasmupsiBaHe Ha TOCTHATAJTHHS CEJCKTHBEH METAa0OIUTEeH U

CH3UMMCH CKPUHUHT,

5.2.2. PasmupsBane Ha moctHatanHata JIHK nuarHoctuka Ha pasnudHU
MOHOT€HHHM OOJIECTH M TpaHCc(ep Ha TEXHOJOTMHU B JPYTd T€HETUYHU
nabopaTopu - MYKOBHUCIIM03a, OeTa-Tajacemus, CIHHAIHA MYCKYJITHa

aTpodust, MyCKyJIHH AucTpopuu, 6onect Ha YuichH, Xemopmmus A u b u
Ap;

5.2.3. TlpoBexjpaHe Ha IOCTHATaJHA ITUTOTEHETHYHA JTUArHOCTHKA Ha
XPOMO30MHH OOJIECTH, HA 3/IpaBH POJCTBEHUIIN OT ITbPBA CTETIECH HA Jiela C
XPOMO30MHA, Pa3IIUPEHO U3CIeABaHE 32 OTKPUBAHE B PUCKOBU (paMIIUU U
HAa JpyTd 3ApaBU JUIA, HOCUTEICTBO Ha OaJaHCHPAaHH XPOMO3OMHU
W3MEHEHUS, IUTOTEHETUYHO H3CIICABAHE HA JBaMaTa MapTHbOPHU TpPEeAr

MaHHMITYJIAI|H 32 iN Vitro orioxmane;
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5.2.4. Meauko-reHETUYHO KOHCYJATHUPAaHE Ha BCHUYKHM M3CIEJBAaHU

NanucCHTH.

5.3. Hoz[o6p${BaHe Ha JUAarHoCThuKara Ha YMCTBCHATa HM30CTAHAJIOCT YpE3

H3I10JI3BaHC HAa HOBU TCXHOJIOI'MHU

5.3.1. Jmarnoctuka ¢ ayopecuenTtHa in Situ xubpuausanms — FISH;
5.3.2. narnoctuka Ha yyrumBa X xpomo3oma ¢ JIHK ananus;
5.3.3. JIuarHocTUKa ¢ MUKPOYHUIIOBA TEXHOJIOTHS;

5.3.4. MenuKO-TeHETHYHO KOHCYJITHpaHE Ha BCHYKH  H3CIEIBAaHU

MannueHTH.

54. HO,I[O6p$IBaHC JAUArHoCTUuKaTa Ha BPOACHUTC aHOMAJIMWH YPC3 BBBCIKIAAHC Ha

MOJICKYJIAPHO-IUTOICHECTUYHU U3CJICABAHUA U aHAJIN3 HAa MUKPOYUIIOBC

5.5.

5.4.1. TlonoOpsiBaHe HAa JMArHOCTHKATa HAa BPOJCHUTE AHOMAIUU 4pe3

u3cieaBaHus 3a MUKpoaenenuonnu cunapomu ¢ FISH texnuku;

5.4.2. MonexkynsspHO-UMTOTEHETUYHN  M3CJIEIBAaHMA  HAa  Jena ¢
MasipOpMaTUBHU CHHJPOMH IpPHU CIIOKHU XPOMO3OMHHM MpPEYCTpOMHCTBa -

MHOTOIIBETHA (piryopeciieHTHa in situ xudpuamzamms — MFISH;
5.4.3. OmpenensiHe Ha MUKPOCTPYKTYPHU aHOMAITUU C MUKPOYHITIOBE;

5.4.4. MenuKo-reHeTUYHO KOHCYJITUPAHC Ha BCHYKH HU3CIICABAHU

IMalfMCHTH.

HamansiBane Oposi Ha poOJEHUTE C TEXKKH HACIEICTBEHM U BpOJEHU

reHeTUyHu OosecTH (OMOXMMHUYEH CKPUHUHI TNpu OpeMEeHHM M IIpeHaTraliHa

JINarHOCTHKA).

5.5.1. PasmupsBaHe Ha TnpeHaTadHUA OMOXMMHYEH CKPUHUHI 32
OTKpUBaHe Ha OPEMEHHU EHU C TMOBUIIIEH IeHETUYEH PUCK 3a paxkJaHe Ha
nere cbec cuHIpoM Ha JlayH, Texku nedekTH Ha HeBpalHata TpbOa u
KOpeMHaTa cTeHa cbCc CKpuHHHT B 10-14 ceamuiia Ha OpeMEHHOCTTA,

CKpUHUHT B 15-19 cenmuiia Ha OpeMEHHOCTTAa,

5.5.2. BbBexxgaHe BBB BCUYKM T€HETUYHU JIAOOPATOPUHM Ha IpEHaTallHa

IIUTOTCHETHYHA TUAarHOCTUKA HAa OpEMEHHHU JKEHH;
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5.6.

5.5.3. IlpoBexaaHe Ha MpeHaTaIHA €H3MMHA TUArHOCTUKA IIPU CEMENCTBA C

noBuIlEeH puck 3a BI'O;

5.5.4. TlpoBexxmane Ha mnpenaranHa JIHK nuarHoctTuka Ha MOHOTCHHH

bonectu Y HacC 1Ipu ceMeiicTBa C JOKa3aHa MyTalusi,

5.5.5. Menuko-reHeTUYHO  KOHCYJITUpPaHE Ha BCHUYKM  M3CJEJBAaHU

NanucHTHU.

HOI[O6p5[BaHe AUArHoCTuKarta Ha  XpPOMO3OMHATa  IIATOJIOTUSA 1810)51

OHKOXEMAaTOJIOTHYHH 3a00JIIBaHUS.

5.6.1. Mscnenpane Ha XPOMO30OMHHTE AHOMAJIUU B KOCTHHS MO3BK C

PYTUHCH IIUTOINCHCTUYCH aHAIMU3,

5.6.2. H3cnenBane 3a MyTallul B OHKOI'CHH, TYMOPCYIIPECOPHU I'CHU U

cnenupuIHu XpoMo30MHHU TipeycTpoiictBa ¢ FISH;

5.6.3. HM3zcnenBaHe 3a CKpUTH XPOMO30OMHH TPAHCIIOKAIIMHA C MHOTOIIBETCH

mFISH;

5.6.4. M3cnenBane 3a XMMEPHU3bM B NepudepHa KpbB upe3 (piyopeciieHTHa

uH cuTy xubpuauszauus ¢ nearpomepiu X u Y FISH npo6u;
5.6.5 HW3cnenpane Ha cienuduaHr XpoMo3oMHu abeparuu ¢ JIHK anamms,

5.6.6. MenuKO-TCHETUYHO KOHCYJITHPAaHE HAa BCHYKH  HM3CJICIIBAHU

NannucCHTH.

5.7. HOI[O6p}IBaHe Ha AWAarHoCTuKaTa Ha TCHCTUYHHUTC NPCAPA3IIOIOKCHUSA KbM

HIKOM 3JIOKAUECTBEHU 3a00JIIBaHUS

5.7.1. UzcnenBane 3a MHKpOCaTeMTHA HECTAOMIIHOCT M TbpPCEHE Ha
MyTalli{ B F'€HU CBBP3aHU C HACJIEACTBEHMS HEMOJIUIIOT3EH KOJIOPEKTAIEH

KapIUHOM;

5.7.2. Uzcnenpane Ha wmytauuu B BRCA1 u BRCA2 renute 3a

HacyencTBeHu Gpopmu Ha PMIK;

5.7.3. BeBexknane Ha JJHK Mapkepu 3a onpeaensiHe Ha XUMUOTEpanuara —

HER2, EGFR u apyru;

5.7.4. Ilpennarane Ha  BHMCOKO-CHELMAIU3UPAHO  MEIUKO-TEHETUYHO

KOHCYJITUPAaHC HAa U3CJIICABAHUTC MMallUCHTH.
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5.8. IlopoOpsiBaHEe Ha reHETUYHATA IMAarHOCTUKA HAa PEIPOAYKTUBHUTE HAPYLICHUS
- MBXKM M JKEHCKH CTEPWIMTET, CEMEHCTBAa CbC CIIOHTaHHU aboOpTH U

MbBPTBOPpAXIaHUA.

5.8.1. PyruHHa NUTOreHETUYHA TUATHOCTHKA HA XPOMO3OMHUTE a0epanun
B mnepudepHa KphbB Ha TAIMEHTH C TOBEYE OT JBa CIOHTAaHHU abopra,

MBPTBOPOACHU ACLA, MBXKKHU U )KCHCKH CTCPUIIMTET.

5.8.2. Jloka3BaHe Ha Mpeapas3noIOKEHOCT KbM TpoMOodummmu upe3 JJTHK

aHaJIM3.
5.8.3. Jloka3Bane Ha Y-mukpoaenenuu upe3 JJHK anamms.

5.8.4. HpeﬂnaraHe Ha MCAUKO-TCHCTHUYHO KOHCYJITHPAHC Ha BCHYKHU

n3CIacaABaHU MMAallUCHTH.

6. ITonoOpsiBaHe HA KOHTPO.1a HA JIEYEHHETO HA TeHETUYHHUTE U BPOJAeHHU 00J1eCTH
6.1. OnTuMu3MpaHe Ha JIeueOHUTE aJITOPUTMH;
6.2. OTunTane Ha e)eKTa OT JICUEHUETO;

6.3. Yuactue B MEXKAYHApOIHU TIPOrpaMH M MpPEXKH, (QUHAHCHUPAHH OT

EBponeiickus cpro3.

7. TlonoOpsiBaHe HAa KOMYHMKAIMATA Mex1y KaOMHeTHUTe 3a MeJUKO-TeHEeTHYHO

KOHCYJITHPaHe B CTPaHaTa

7.1. BxirouBaHe Ha KaOWHETUTE 32 MEAMKO-TEHETHMYHO KOHCYJITHpaHE B €IMHHA
Mpeka 3a oOMeH Ha nHpopmalus, cChoOpa3eHa ChC 3aKOHA 3a 3alllMTa Ha JTUYHUTE

AHHU,

7.2. Bp’L3KI/I U TACHO CBHTPYAHHUYCCTBO Ha KaOMHETHTE 3a MCIHUKO-TCHCTHUYHO

KOHCYATHpaHe ¢ HHPOPMAIIMOHHO-pe(EepPEeHTHUTE IIEHTPOBE 3a PEAKU OOJIECTH.
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8. IlonoOpsiBaHe CTPYKTYpPaTa HA reHeTHYHATA M CKPUHMHIOBATA MpeKa B CTPaHaTa

8.1. YkpemnBaHe u A0pa3BUBaHE Ha HAIMOHANIHATA CTPYKTYypa OT CHEIHATIU3UpPaAHU
TCHETUYHU 3BEHAa 4Ype3 JOOKOMIUICKTOBaHE C HeoOXoaumaTra amaparypa,
BHEIPSIBAHE HA HOBU TEXHOJIOTUH, Pa3BUTHE HA KOIaOOpalliu ChC CHIIECTBYBAIIU

BHCOKO-CIICIHaIM3UPaHN J'Ia60paTOpI/II/I KBbM CBOTBECTHHUTEC 3paBHU 3aBCICHUA,

8.2. PasmmpsiBane u ynudunupane 1eiHOCTUTE HA TEHETUYHUTE J1AOOPaTOPHH upe3

00MEH Ha TEXHOJOTHH MCXKIY TiX,

9. IloBnmaBaHe Ha 3HAHUATA # mnpodecHoHATHATA KBAJIU(PUKANUI HA
MeJIMUNHCKUTEe MNpo(ecHOHAIMCTH B 00/1aCTTa HAa PpaHHATa NPOPUIAKTHKA,

AUATrHOCTHKA, JICYCHHUEC H pexaﬁl/l.ﬂl/lTaHI/lﬂ Ha PEAKUTE 0oJ1ecTH.

HeobOxomuMo ¢ moBumaBaHe WHGOPMUPAHOCTTA 3a MPoOJIeMa KaKTO 1O BpeMe Ha
oOydeHue 1Mo MeJUIIMHA, Taka U cjiel ToBa. ToBa IIe J0BeAe A0 CKbCSIBaHE Ha MepHoia
MEXIy TMOsBa Ha CHUMITOMH M TOCTaBsSHE Ha TOYHA JAMarHosa. Jlekapure me ca
uHpOpMUpaHU 3a HATWYHUTE pPECypCcH M MBTEKH B 3[paBHATa CHUCTEMa, Kacaellu
npoUIaKTUKATa, JUATHOCTUKATA, JICYCHHETO W pexaOuiIuTaIusaTa Ha peaKuTe OOJIeCTH.
OcurypsiBaHeTO Ha CTaHJAPTH U HACOKU 3a MpOo(UIaKTUKATA, TUATHOCTUKATA, IEYCHUETO
U pexabunuTanusTa Ha peaKuTe OONecTH IIe OCUTYpU ONTHMAJeH MEHUKMBHT Ha

MaUCHTUTE C PCAKU 60J'IGCTI/I U IMMOBUMIIABAHE TAXHOTO KAa4YCCTBO Ha KUBOT.
HeitHnocTu:

e Ilpennoxxenne 3a BbBEXKIaHE Ha MPEMOJaBaHE MO0 MEIUIIMHCKA TEHETHKA B
CHIEeIINaTHOCTTAa ,,O01a MeInITHA”, MpeTHa3HAYEHO 3a

O6H_IOHpaKTI/IKyBaH_[I/I JICKapu,

L O6yquI/1e Ha CiCHUaIuCTH IO aKyIICpPCTBO W T'MHCKOJIOTHA 3a OLICHKA Ha

¢beramHa Mopdonorus;

e OOyueHue Ha neAUATPU U OOLIONPAKTUKYBAILY JIEKAPH 3 Pa3[I03HaBaHE Ha

penxu 6onecty,
e [IyOnukyBaHe U pa3MPOCTpaHCHHE Ha MMEYaTHH MAaTEPUAIIH;

e Opranuzupane ¥ MPOBEXKIaHE €UH BT TOIUIITHO HA HAIMOHAIHA pabOTHA

cpela 3a peqKu 00JIecTH;
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OpraHH3HpaHe U IHOpOBCKIAHEC CIUH IIbT TOAUIIHO Ha PErHOHAIHU

CEeMHHapH 3a 0OLIONPaKTUKYBAIIH JIEKaAPH;

W3roTesiHe U pa3npocTpaHeHue Ha HHPOPMAIIMOHHN MaTEepHUalu 3a PEAKUTE

OoJiecTu 3a MEAUIIMHCKU NPO(HECUOHATINUCTH;

Usrorssue u pasnpoCTpaHCHUE Ha KOMIICHANYM 110 pE€AKH 6OJ'IeCTI/I;

Pasnpoctpanenue Ha yHUPUIMPAHU JOKYMEHTH U OJIaHKH

o

Ungopmupano cvenacue 3a B3eMaHe Ha MaTepuan  upe3
XOPUOHOUMOIICHS, AMHHOIICHTE3a, KOPJIOICHTE3a, BEHENMYHKIHS U

JIHK 6anka;

Ungpopmupano cvenacue 3a wu3BbpmBane Ha JIHK anamms,
LUTOT€HETUYHO HM3CJIEBAHE, MOJIEKYJIAPHO-IUTOT€HETUYEH aHAIU3
C LIeJI IMAarHOCTUKA, XETEPO3UTOTHO HOCUTEJICTBO U MPEAKIMHUYHA
JTUArHOCTUKA — OTJEIHO 32 BCEKU KOHKPETEH cliydail (MOHOTEHHHU,

XPOMO30MHH, MPEAPa3NOI0KEHUSA U T.H.);

Hnugpopmupano cvenacue 3a OlIEHKA Ha PUCKa 3a paxkJlaHe Ha JeTe ¢
Hayn u pedextd Ha HeBpanHata TpbOa (crmuHa Ouduga u
aHeHuedanusa) u uH@opmupano cwriacue 3a JHK anamuz Ha

AHCOIUIOUIUNTE,

Ilopvuka 3a usevpweane na /JHK ananu3 (3a nuHGOPMATUBHOCT, 32
MOCTHATAJHA M TpeHaTalHa JUarHOCTHKA); TIOPhYKa 32 U3BBPIIBAHE
Ha OWOXMMHYEH aHaiu3 (3a T[IOCTHAaTaJlHa W IpeHaTalHa
JIMAarHOCTHKA); MOpBhYKA 32 M3BBPIIBAHE HA ITUTOI€HETHUYEH aHAIHU3
(32 mocTHaTagHa M TpeHaTalHa JUarHoCTUKa); MOpbUYKa 3a
W3BBPIIBAaHE Ha  MOJICKYJSIPHO-IIUTOTCHETHYeH aHaim3  (3a

IIOCTHaTaJIHAa U IMPCHATaJIHa }II/IaFHOCTI/IKa);

Quimvpna Onanka 3a B3eMaHe HAa KPBBHH NPOOM 32 MAaCOBUTE
CKpuHMHTH Ha HoBopoaeHute ([JupextuBa 98/79/EO  Ha
EBponeiickus napiaamenT U Ha CbBeTa oT 27 okToMBpu 1998 1. 3a

HH-BUTPO AMArHOCTHYHHUTE MeauiHckn u3aenust; 1ISO 13485:2003)
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10. HpquBaHe Ha H606X0)II/IMOCTT3, Bb3MOKHOCTTA U KPUTEPUUTE 3a Chb3JaBaHEC Ha

pedepeHTEeH HEHTHP 32 peKU 00/1ecTH HA PyHKIIHMOHAJIEH NpUHUMNI B Bbarapus.

I'JT1 "ObmectBeno 3npase" Ha EK cw3mane ExcriepTHa rpyma 3a 3apaBHUTE YCIyTH
u mequnmuacku rpmku (High Level Group on Health Services and Medical Care) karo
CPEACTBO aHAIM3 HA MPENOPHKHUTE, HAIPABEHU B MPOILEC Ha 00CHKIaHe MOOMIHOCTTA HA
nanueHTuTe. EnHa oT paboTHUTE MOATPYNU Ha Ta3u ExcnepTHa rpyma paboTH BBPXY
Ch3JaBaHETO Ha peepeHTHU Mpexu 3a penku Oosectu. OOCHKAAT ce MPUHIMIIUTE Ha
te3n EBpometicku Pedepentan Mpexu 3a Penku bonectu (EPMPB), BkmtountenHno u
TAXHAaTa poiisi B Oopbara ¢ pedakd 3a00issBaHUS M JPYTW CHCTOSIHHSA, W3UCKBAIIN
CICIUAIM3UPAHU TPKH, oOeM manueHTd u 1p. OTumra ce HEOOXOIMMOCTTa, TE3H

[EHTPOBE J1a ObJIaT MPABUITHO pa3MpeleieHd Ha TepuTopusaTa Ha EBpomneiickus cbro3.

Cw3naBanero Ha pedepeHTeH LEHTBhP 3a peaKku OojecT Ha (YHKIMOHAJICH
npuHiun B bbirapus, oOeauHsBall HaJTUYHUTE MaTEpPUATHW W YOBEIIKH PECYpPCH B
CTpaHara, Ie ocurypu 0a3a 3a BUCOKO-CHEIHATH3UPaHO 00ydeHHEe Ha CTYACHTH U JIEKapH,
pabotemn B cdepara Ha 3ApaBeoNa3BaHETO W Ie€ Ch3JaBa CTaHJAPTH M HACOKU 3a
npodUIaKkTUKa, TUArHOCTHKA, JeUEeHUE U pexaOunuTanus Ha OOJHHUTE C PEeIKH OOIecTH.
PedepeHTHUAT 1IeHTHp 1Ie Ob/le BaKHA CTPYKTYpa, KOSITO IIE OCHIIECTBSIBA MO-TSCHA

Koabopanusi 1 0OMeH ¢ peepeHTHUTE LIEHTPOBE 3a peAKu Oonectu B EBponeiickus cbio3.

HanuoHanHusAT KOHCY/ITaTUBEH CBhBET 3a pPeaKu 0ojieCTM KbM MUHHUCTEPCTBO Ha
3/IpaBeONa3BaHETO, ChbBMECTHO C HAIMOHAJIHWUTE KOHCYITAaHTH M HAY4YHU JAPYXKECTBa B
CTpaHaTa IIe NMPOBEAE 3aAbIO0YEHO NMPOyYBAaHE HAa HEOOXOAMMOCTTA, BB3MOXKHOCTTA U
KpUTEpUUTE 3a Ch3JaBaHe Ha pedepeHTeH IEHTHpP 3a peaku OosiecTH Ha (PYHKIMOHAJIEH
npuHiun B bearapus, cpOnogaBaiikl ONMMTa Ha OCTAHAIWTE EBPOINEHCKH CTpaHU U

MIPOMEHSIIIOTO C€ 3aKOHOATEJICTBO B Ta3u 00JacT.
JlertHOCTH:

e [IpoyuBane Ha HEOOXOAMMOCTTA, BBH3MOXKHOCTTa M KpPUTEPUUTE 3a
Ch3/laBaHe Ha pedepeHTEeH NEHTHP 3a PeaKH 0oJecTH Ha (YHKIIMOHAJEH

MIPUHIINI;

L4 OpFaHI/ISI/IpaHe n NOpOBCKIAHEC CAWH MOBT TI'OJWIIHO HA HAIUMOHAIHA

KJIIMHUYHA KOH(EpeHIIHs 3a peAKU 00IeCTH U CKPUHUHTOBH IPOTPAMH.
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11. Tlpomouuss Ha MHTErpUPaH MOAXOJA NPH NPWIATaHETO HAa NPodUIAKTHKATA,
ANATHOCTHKATA, JeYeHUETO W COUMAJHATA MHTErpalusi HA NAlMeHTHUTEe U TEeXHUTe

ceMelicTBAa.

Uien 152 ot JloroBopa 3a EBporetickata OOIIHOCT IOCTaBsl M3UCKBAHETO, Y€ ,,npU
paspabomeanemo u UsNvIHEHUEeMo HA 8CUYKU NOaAumuxu u oeiurnocmu na Obwnocmma ce
ocueypaea BUCOKO pasHuwe HA 3aKpuia Ha 4dogewikomo 30pasee*. HoBara 3npaBHa
cTparerusi Ha EBporneiickus cbio3 moJICKIBa BaKHOCTTA HA 3/IPABETO B MOJUTHKUTE, KAKTO
ToBa npasAT JIucaboHCKaTa CTpaTerus 3a pacTeX M 3aeTOCT, KOSTO MOJYepTaBa BPb3KUTE
MEXIY 3IpaBeTO M MKOHOMMYECKHsS mpocreputeT u [Iporpamara 3a rpaxmaaHuTe, KOSTO
MpU3HaBa MPABOTO HA TPAKIAHWTE Ja OBJAT OMPABOMOIICHH IO BBIIPOCUTE HA CBOETO

3ApaBC U I'PHUIKATA 34 HCT'O.

JleficTBuATa B CTpaTerusra IMpEACTaBAT padoTara IO 3]paBEONa3BaHETO BbHB
BCUYKH CEKTOPH. 3a 3ApaBETO CE€ TOBOPH B wWieHOBE OT JloroBopa, OTHACSIIM C€ O
BBTPEIIHUS T1a3ap, OKOJHATA Cpejla, 3alliuTara Ha IMOTPEOUTENINTE, COMaHATa JCHHOCT,
BKIIIOYUBaIa 0€30MacHOCTTa W 3/paBeTo Ha paboTemwure, MONUTHKATa HAa Pa3BUTHE,

HN3CIICA0BATCIICKAaTa I[eﬁHOCT, KaKTO U MHOT'O ApYTH.

3npaBeTO Ha HAcCEIEHMETO He € 3ajadya camMo Ha MUHHCTEpCTBO Ha
3npaBeonas3BaHeTo. MHTerpupanust noaxon (“3apase BbB Bcuuku noiautuku”’, HIAP) npu
OCUTYpsIBaHE Ha MPO(UIAKTHKA, AUATHOCTHKA, JICYEHHUE W COLMAJIHATAa MHTErpauus Ha
NallMeHTUTEe C peAKd OOJIeCTM H3MCKBAa IpPHUBIMYAHE U BbB3ACHCTBHETO Ha BCUYKH
MOJINTUKU W3BBH 3APAaBHUSA CEKTOP BbpPXY cleuu(pUYHUTE MPOOJIEeMH, KOUTO MMAT TE3H
MAlMEeHTH U TEXHUTE ceeMiicTBa. [IpomonusTa Ha TOBa MEXIYCEKTOPHO CHTPYAHUYECTBO
e ce ochbliecTBu upe3 npuianuane Ha ekcrneptu or MTCII u MOH xem HKCPB,
NOBMIIaBaHE TMpodecuoHanHaTa KBalUpUKAIMA Ha MEIULIUHCKUTE CIIEHUAUCTH,
noBumaBaHe kananurera Ha HIIO u mamueHTCKuTEe acouuanuu 3a MOJOOpsBaHE Ha
Jaiora MeXay 37paBeola3BaHETO M OCTAHAJIUTE CEKTOPH, YBEIMYaBaHE MO3HAHUATO U

MH(OPMUPAHOCTTA 32 PeIKUTE O0IECTH B OOIIECTBOTO.
JlertHOCTH:

e Opranu3upane ¥ MPOBEXKIaHE €ANH BT TOAMIIIHO HA HAIlMOHATHA CpeIa 3a

MEXITYCEKTOPHO CHTPYAHUYECTBO MPHU PEIKUTE O0JIeCTH
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12. Oprannsnpaﬂe Ha HaIlMOHA/IHA KaMIIaHHUd 3a 3allo3HaAaBaHE Ha OﬁllleCTBOTO C

pe€aAKUTE 00J1eCTH M1 HAYMHHUTE 32 TAXHATA l'IpO(l)I/IJIaKTI/IKa

HeobOxoauM mpuopuTeT 3a MOBHIIABaHE MHPOPMHUPAHOCTTA HA HACEICHHUETO 3a
CBIIECTBYBAHETO HA PEIKUTE OOJIECTH, KAaKTO U MPoOIeMHUTe, KOUTO UMaT XOpaTa ¢ pelku
3a00JsBaHMsI U TEXHUTE ceMelcTBa. ToBa 11e JoBee 10 NOBUIIaBaHE HAa ChIPUYACTHOCTTA
¥ TOJIEPAHTHOCTTA Ha OOIIECTBOTO KbM cHenM(pUIHUTE TPOOIEeMH HA TAIIMEHTUTE C PEIKU
OoJiecTn M HapyLICHUTE UM YOBEUIKH IpaBa. Hacenenuero e ce 3amo3Hae ¢ Hali-Ba)KHUTE

HAa4YMHU 32 IbPBUYHA MPO(UIAKTHKA HA PEIKUTE O0IECTH.
HeitHocTu:

e U3roTesiHe U pa3znpocTpaHeHue Ha HHOPMAIMOHHHU MAaTEepPHAIIU 32 PEIKUTE

00JIECTH 33 HACEJICHUETO,

e U3roTesiHe U pa3mpocTpaHEeHUE Ha MHPOPMAIIMOHHU MaTepUajy 3a Xopa C

peakute 00JIECTU U TEXHUTE CEMEICTBA,;

e Hamuonanna meauiiHa KaMIaHUs 4pe3 paauo U BUICO CIIOTOBE,

13. TMoakpena u chrpyanunyectBo ¢ HIIO m aconumanum Ha NANUEHTH C PeIKH

ooJecTH

HenpaBurencTBeHuTe OpraHu3alMi U acOLMAIMM Ha MalUEHTH C peaKu 0oJiecTH
UTpasiT CHILIECTBEHA POJS MpPHU Pa3NpOCTPAHEHHETO Ha MH(GOpMalLlUs U OCUTypsSBaHE Ha
oOmiecTBeHa mojkpena. Te ca BakeH €JIEMEHT INpH JIOOMpaHe 3a Cbh3/1aBaHETO Ha
a/IeKBaTHA 3aKOHOBA ypez0a 3a 3alluTa Ha HapyIIeHUTe YoBelky npasa. CriocobcTBat 3a
MPEBpPBIIAHE Ha MAIMEHTa OT OOEKT B CyOEKT IMpH KOHTAaKT ChC 3[paBHATAa CUCTEMA.
Crumynupar KJIMHUYHATA U HAYYHO-M3CIIeOBaTeicKara JedHocT. OcurypsBaT €THYHA,

CollMaiHa U IOPUINYecKa MOAKperia Ha XxopaTa ¢ peIKu O0IecTH.
JlertHOCTH:

e OpraHu3upaHe U NPOBEXKJIaHE €IUH IBT TFOJUIIHO HAa HallMOHAJIHA cperia

Ha TAIMEeHTH C PeJIKU 00JIeCTH;

e OnmnpenensHe u orOenszBaHe Ha EBpomelickus Jlen Ha Xopara ¢ Penku

Bonectu (mocnenuus neH Ha M. peBpyapH).
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14. VYcranoBsiBaHe Ha TsiCHa KoJsaldopaunusi ¢ Apyrure crpaHu Ha Epponeiickus

CBbI03

Tsicnara konmabopauusi ¢ JOpyruTe cTpaHU-uieHKH Ha EBpormelickus cbpio3 ¢
HAI[MOHAJHU MPOTpaMHu 3a peaku OosiecTu 1ie ocurypu Tpanchep Ha 3Hanus u onurt. Llle
ce J1aJie JOCTBI JI0 3PaBHU PECYpCH OT CTPATErMYECKO 3HAUEHHUE 3a MEHUDKMBHTA Ha
penkure Oonectu, auncBamu B bearapus. OuakBa ce cTuMyiaHpaHe Ha Hay4YHO-
u3cieoBaTeNnckara JACWHOCT M W3JIMraHe MEeXAyHapOoAHMs MpecTk Ha bbarapus karto

J'bPKaBa, aKTUBHO aHTaXKHUpaHa ¢ IPOOJIEMHUTE Ha XOpaTa ¢ PeAKU 3a00/IsIBaHuUS.
HeitHocTu:

e OpraHu3upaHe ¥ NPOBEXkKAAHE HA €KETOJHH PAaOOTHU €KCIEPTHU CPeIy 3a
CUHXPOHU3HMpPaHE HA HAIIMOHAIHUTE IPUOPUTETU U JEHHOCTU B 00JaCTTa Ha

penxure 6oJiecTu;

e Vwyactue Ha OBIrapcku ekcreptd B EBponeiicku MHMLMATUBU U pabOTHU

TPYIU 32 peaKu 00JIECTH.
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VI. M3nbanauTenu Ha Ilporpamara

YHI/IBepCI/ITeCKI/ITe 6OJ'IHI/II_[I/I B CTpaHaTa C TCXHHUTC na6opaTopHH, JUAarioCTU4HU,

KIIMHUYHHU 1 peX&6I/IHI/ITaHI/IOHHI/I 3BCHA,

POI[I/IJIHI/I N HCOHATOJOTUYHH OTACICHHUC KBbM JIe4eOHUTE 3aBCACHHUA 3a OOoJIHMYHA

MIOMOIIl B CTpaHAaTa,
I'eneTnunm maboparopun Ha JeUeOHH 3aBEICHUS;

MI/IHI/ICTepCTBO Ha 3JpaBCOIIa3BaHCTO, MI/IHI/ICTepCTBO Ha TpyHda U coluaaHara
IIOJIMTHKA, MI/IHI/ICTepCTBO Ha O6pa3OBaHI/ICTO " HAayKarta, Hamnonannara

3paBHOOCUTYPHUTEIIHA Kaca,
HIIO u aconumanuu Ha NalMeHTH ¢ peiKu 00JIeCTH;
HanuoHanHu KOHCYJITaHTH U1 MEIUIIMHCKUTE HAy4YHH JPY’KECTBA;

O6H_[0HpaKTI/IKy'BaH_II/I JICKapu U CIICHHAJIUCTU OT M3BBHOOIHUYHATA TIMOMOIII,
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VIl. OuakBaHm pe3yJjraTu

Peanusupanero Ha Hamumonannara mnporpama 1me nofgo0pu mnpoduiIakTukaTa,

HaBpEMCHHATa JUArHOCTHKA, JICYHCHUCTO U pexa61/mHTauI/I>1 Ha Xopara ¢ p€AKUTEC bonectn

4pes:

1.

Hammonanmna monMTHKa 3a oOpraHu3aius, IUIaHHpaHe W (uHAHCHpaHe Ha
npounakTuka, JUArHOCTHKA, JICUCHUE U pexaOMIWTalusl Ha MAlMeHTH C PEelKU

bonecTy;

Harmmonanna wmpexa 3a peaku Ooject, u3rpajaeHa oT UHGOPMAIMOHHO-

pedepeHTHN KaOUHETH B JICUCOHU 3aBEICHIS,

Haumonanen perucrsp Ha TAUMEHTH C PeAKA OO0JIECTH, OCUTYpsBAlll TOYHA
eNUAeMUOJIOTMYHA HH(pOpPMAIU 32 Pa3pOCTPAHEHHETO Ha peAKuTe OoJiecTH B

bbarapus;
[TponbixaBaHe U pa3LIMpsBaHE HA MACOBUTE CKPUHUHTOBU IPOTpaMu;
[TonobpsiBane npoduIaKkTUKaTa Ha:

® 3JpaBu JIMIA, HOCHUTCIM Ha pPCUOCCHUBHU MYTallUU HIIN 6anchp1paHI/1
XPOMO30OMHHU HPCYCTpOﬁCTBa, Chb3JJaBallli BUCOK I'CHCTUYCH PHUCK 34 PAKIAHC

Ha 0OJIHU JAc1a B IIOTOMCTBOTO UM,

¢ Jmnara ¢ PpeHpOAYKTHUBHU He6narononyt{1/1;1, pnu KOUTO € YCTAHOBCHA

TCHCTUYHA ITPUYNHA 34 HpO6HCMI/ITe HUM;

L4 6peMCHHI/ITe, NpEeMHUHAIN TIPE3 OMOXMMUYCH CKpUHUHT 34 XpPOMO30MHU

aHOMAJInH,
L4 6peMCHHI/ITe, MMpEMHUHAJIN MTPE3 NMpCHAaTaJIHA JTUATrHOCTHUKA,
HOIIO6p}IBaHC JUarHoCTUKaTa Ha:

¢ JICUMMHUTC PCAKU 0ollecTH C TEHETHUYHA O6YCJ'IOBCHOCT (MOHOFCHHI/I,

XPOMO30MHH);
® yMCTBEHaTa U30CTaHaJIOCT;
¢ BPOACHUTC aHOMAJIMU C U3IIOJI3BAHC HAa HOBHU TCXHOJIOTUH;

e ¢damumHUTe HOPMH HA HIKOU OHKOJIOTHYHH 3200 IIBaHMUS;
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10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

® JMiaTra, KOHMTO C€ BKIKOYBAT B IIporpamMu 3a HpO(bI/IJ'IaKTI/IKa Ha

3JIOKQYCCTBCHU 3360J’IHB3HI/I$I;

® OHKOXEMAaTOJIOTMYHUTC 3a00/11BaHU C MOJIEKYJISIPHO I'CHCTUYHHU
HU3CJICABAaHUA U MOJICKYJIAPHO-IUTOICHCTUYHU aHAJIM3W HAa XPOMO3OMHUTC

aHOMaJIuu,

HamansaBane 6pOH Ha pOACHUTE JACla C TEXKHU HACICACTBEHU U BPOACHU I'CHCTHYHU

ooJiectH;

HOIIO6p$IBaHG Ha TCpanuriaTa Ha OHKOJOI'MYHU 3a00JIIBaHUS 4gpe3 U3CJICABAHC Ha

TEHETUYHU MapKeEpH;

BbBexane Ha MOHUTOPHUHI' Ha e(beKTa OT TCpalluiATa Ha OHKOXCMATOJIOTMYHHU

3a00J1BaHMsI ¢ KOCTHO-MO3bYHA TPAHCILIAHTALINS,

VYBennuaBane 6p0$[ Ha MCANKO-TCHECTUYHUTC KOHCYJITAllUU,

[TomoOpsiBaHe KOHTPOJIA HA JICICHUETO HA PEIKH 3200 IsIBAaHUS,
PernamenTupane u ykpenBaHe Ha HHPPACTPYKTypaTa Ha FTeHETUYHATa MpPEXka,

I/II[eHTI/ICI)I/II_[I/IpaHe U O3HaYaBaHC Ha CKCICPTHU LCHTPOBC B B’BJ’IFapI/IH 3a
HpO(l)I/IHaKTI/IKa, JAWarHoCTukKa, JCUYCHHUC U peXa6I/IJ'H/ITaI_[I/I$I Ha KOHKPCTHA psAAKa

OoJecT win rpymna 6oJecTtu;

[ToBuiaBane 3HaHUETO U NpodecuoHanHa KBaIU(UKAIMA Ha JieKkapu B o0jacTra

Ha paHHaTa HpOCI)I/IJ'IaKTI/IKa " TUArdHOCTUKA Ha PEAKUTC 60J'ICCTI/I;

HpquBaHe Ha HCO6XO,Z[I/IMOCTT8., BB3MOKHOCTTA U KPUTCPHUUTC 3a CH3JdBAHC Ha

pedepeHTeH EHTHP 3a peKu 601ecTH Ha PYHKITMOHAICH MPUHINI B bhirapus;

3ano3HaBaHe Ha OOIIECTBOTO C peAkuTe OOJeCTM W HAYMHUTE 3a TAXHATa

npoUIIaKkTHKA,

HpI/IBJ'II/IanC Ha HIIO u MNAUCHTCKUTC aCOHAlMN KATO AKTUBHU NAPTHBOPU B

CUCTEMAaTa Ha 3JIpaBCOIIa3BaHe,

BxutouBaHe B eBpONEHCKU MPOEKTH U MPEXKU 3a peAK UOO0JIECTH ¢ MpUBIMYAHE Ha

JOIIBJIHUTCIIHU U3TOYHUIIN HA q)HHaHCHpaHe;

YcTaHoBsiBaHe Ha TSCHA Kojabopanus ¢ ApyruTe wieHoBe Ha EBpornelckus Chio3 U

U3JIMTaHe MEXAYHapOJAHUS IPECTIK Ha bhirapus.
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VIII. YnpaBjienue u KOOpAMHHUPAHE HA JeHHOCTUTE 10

nmporpamara

Hanuonaanara nporpama c¢€ ymnpasJjsgBa H KoOOpAHUHHPaA OT Hanuonanen

KOHCYJITaTHBeH cbBeT 3a peaku 0onectu (HKCPB), koiiTo:

e  @DyHKUMOHUPA KbM MHHHCTEPCTBO HA 3pPaBeoNa3BaHETO

e HasnauyaBa ce cbc 3amoBe/ Ha MI/IHI/ICT"bpa Ha 3ApaBCOIIa3BaAHCTO

e PwkoBoau ce oT Hpe,[[CCI[aTCJ'I ChC CIICHHUAJIHOCT 110 CONHaJIHaA MCIHUIIMHA U 3APaBCH

MEHUKMBHT, IocoyeH oT Munucrepa u 3am. Ilpencenaren — Haumonannwus

KOHCYJITAHT 110 MCIUIIMHCKA IT'CHCTHUKA,

e (CrwcrasbsT Ha HKCPB € nocroguen 1 BKIIrOUBa:

a) HallMOHAJIHW KOHCYJITAaHTH /v CriCcHuaJaruCTH 110 OCHOBHU IIPUOPUTCTHU HaA

nporpamara;

6) NpEACTAaBUTCIIN HA AbPKAaBHU MHCTUTYNHU, UMAIIIK OTHOIICHHUEC KbM

npo(UIaKTUKa, AMarHOCTUKA, JIEUEHUE U pexaOMInTalus Ha peAKuTe 00J1ecTH;

B) MPEJCTABUTENH Ha MMALIMEHTCKN OpraHU3aI|H 3a PEJKU OOJIECTH.

e HKCPB usrorss [IpaBunHuk 3a cBosiTa IHHOCT, OCHOBAH Ha 3aJI0)KEHUTE B

IIporpamaTa npHOpPUTETH U AEUHOCTH.

e HKCPBbD 3acenaBa peJoBHO Hail-MaJKO BEJHBXK HA 2 Mecela U UMa CIEAHUTE OCHOBHU

3aaa4uu:

o

Hp}IKO OTTOBapd 3a U3IBIHCHUCTO U OTUUTAHCTO Ha Hanuonannara Iporpama

3a peaku 0oJiecTu;

Cwp3naBa, opranusupa u akryannsupa Hanmonanen cnucebk ¢ peaku 00iectu mo

MNPEIJIOKCHUC HAa HAIUOHAJITHUTC KOHCYJITAHTH U HAYYHU JPYKCCTBA

Cp3maBa u koopauHupa Hanumonannarta wmpexa OT HH(POPMALMOHHO-

pedepeHTHN KaOUHETH 10 peaKH 00IeCTH

Cb311aBa 1 KOOpIMHUPA ACHHOCTTAa HA HalmoHaneH perucTbp Ha NalueHTUTe ¢

penxu 6onectu B bearapust
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[Toanomara u koHCcynATHpa MUHUCTEPCTBO HA 3ApaBeona3Banero, MAJl, MTCII
n H30K no BwIIpocH, Kacaelly IUIaHUPAHE U OCUTYpPSBAHE HA CKBIIOCTPYBAIIIO

JieueHUe Ha MalKUeHTH C peaAKu O0oJiecTH.
Koopaunupa aeifHOCTHTE 10 CKPUHUHTOBHUTE IPOrpaMu

Koopnunupa neiiHOCTHTE MO IBHPBUYHA MPO(UIAKTHKA M JUArHOCTHKA Ha

penku 00JIeCTH C TeHETHYEH TIPOU3XO0]T

UzrorBs mertononorus 3a HUIASHTHUGUIMpPaHE U O3HaYaBaHE Ha pedepeHTHH
eKCIIePTHH LIEHTpoBe B bbiarapus 3a mpodunakTuka, 1MarHOCTUKA, JeUECHUE U

pexabuuTanus Ha KOHKPETHA psiika 0OJIECT WK TPpyIia 00JIeCTH

OpraHmI/Ipa HallMOHaJIHa KaMIIaHHWs 3a 3all0O3HaBaHC Ha O6HICCTBOT0 C PCOAKHUTC

0oJecTy ¥ HAUMHUTE 32 TAXHATa MPOpUIaAKTHKA
Opranusupa pabOTHU Cpell, CEeMUHAPU U KOH(PEPEHIINH

TsicHo Komabopupa ¢ mo00HH CTPYKTYpH B cTpanute ot EC
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IX. Cpok 3a u3nbjaHeHHne

Heitnoctute no "[lonobpsBane Ha nmpoduIakTUKaTa U JTUATHOCTHKATA HA PEJIKUTE
FCHETHYHH OOJIECTH, TpEeApasofoKeHuss u BpoaeHd anomanuu” (deiitnoct 5),
"[lomoOpsiBaHe Ha KOHTPOJIA HA JICUEHHUETO HA TECHETUYHHTE W BpoJcHH Oosectu"
(deitnocT 6), "TlogoOpsiBaHE HA KOMYHHUKAIMSATA MEXK/Yy MEIUKO-TCHETHUHUTE KAOMHETH B
crpanara” ([einoct 7), "TlomoOpsiBaHe CTpyKTypara Ha IeHETHYHATAa M CKPHHHHIOBAaTa
mpexa B crpanara” (Jleiinoct 8) craprupar ot Hagaaoro Ha 2009 r. ¥ ce U3MBIHABAT JI0

kpas Ha [Iporpamara.

Jeiinoct 1. Cb3naBane Ha HanmoHnaleH KOHCYJITATHBEH ChBeET 32 peAKH 00J1ecTH
1.1. Koncrurynpane na HKCPb
= Cpok: mapt 2009 r.
* M3nbenauren: M3
1.2. UsroTBsine u npuemane [IpaBunnuk 3a aeitnocrra Ha HKCPb
» Cpok: maii 2009 r.
» z3meauten: HKCPb, M3
1.3. YcranosBane u obopyasane Ha opuc Ha HKCPB, kakTto m npuimuuane Ha
TEXHUYECKU CHTPYIHUK
» Cpok: maii 2009 r.
» zmeiauten: HKCPh, M3
1.4. WsroresiHe Ha TMpeAsioOKEHUs 3a peuMOypcaluss Ha NpoUIaKTHKA,
JUAarHOCTHKA, JIeYeHHEe M pexaOWwiIWTalus Ha TMalueHTH C pelku  0oyiecTu
ceBMecTHO ¢ M3, MTCII, MAJI u H30K
= Cpok: nexemBpu 2010 r.
= M3neanuren: HKCPB, M3, H30K, WAJI, MeauuMHCKUTE Hay4YHU

npyxectBa B bbirapus, nanuesTcku opranusanuu, HITO

Jerinoct 2. Cp3naBane Ha ExcniepTHH rpynu no peaku 00/1ecTH KbM HAIlHOHAJTHUTE
KOHCYJITAaHTH
2.1. YcraHOBsBaHE Ha KOHTAaKTH C HAllMOHAJHUTE KOHCYJITAHTH M MEIULMHCKHUTE
Hay4HHU JIpy’KeCTBA B bbirapus 3a cb3aBaHe Ha €KCIIEPTHU I'PYIIU
= Cpok: nekemBpu 2009 r.

* M3nbeaauten: HKCPB, MmenquunHckuTe HaydHH ApyxkecTBa B bbirapus
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2.2. Cp3naBane W akryanusauusi Ha HammoHaneH cnuchbk Ha peaku Oosectu
CBIJIACHO 3aJI0KeHaTa MHCTUTYIIMOHAIHA paMKa
= CpOK: TEKYIII

= M3nbeanuren: HKCPB, MenquuuHckuTe HaydHu ApyxectBa B bbirapus

Jeiinoct 3. Cob3naBane Ha HanmonaiHa Mpexa or MH(pOpManMOHHHM-pedepeHTHH
Ka0OMHETH 10 peaKu 00JecTH

3.1. UsrotBsne u mnpuemane Ha [lpaBuimHUK 3a AceiHOCTTa Ha pedepeHTHUTE
kaOuHeTH mo penku Oonectn W Hanumonannata Mmpeka 3a peaku Oosjectd, U
Hanmonanuust perucTbp Ha NalMEHTH ¢ PeIKU 00JIeCTH

= Cpok: HoemBpH 2009 1.

* M3nbanuten: HKCPBb, M3, H3O0K, HAJI, MeauuuHCKUTE Hay4YHHU

npyxectsa B bbarapus, naunenrcku opranuzanuu, HI1O
3.2. V3roTBsiHE METOIOJIOTHS 3a HMJCHTU(HUIMPAHE Ha EKCIIEPTHH IIEHTPOBE 3a
npodunakTuka, AMarHOCTUKA, JeUEHUE U pexaOmInTalus Ha peaKu 0onectu

= Cpoxk: nekemspu 2011 r.

» M3mesnauten: HKCPb, M3, H3O0K, HAJl, MemIuuuHCKATE HAyYHU

npyxectBa B bparapus, mauuentcku opranuzanuu, HI10
3.3. N3roTBsiHe Ha KpuTepuH 3a U300p Ha JeyeOHHU 3aBeCHMsI, KbM KOUTO Jia ce
ch3/1a71aT UHPOPMALMOHHO-pePEPEHTHUTE KaOMHETH IO PEJKU OOJIECTH.

= Cpok: rorau 2009 r.

= M3menauren: HKCPB, M3,
3.4. TlpoBexnaHe Ha KOHKypC 3a M300p Ha JiedeOHU 3aBeJeHMs, MOATOTOBKA U
Ch3/1aBaHe Ha UHPOPMALMOHHO-pePEPEHTHN KAOUHETH IO PEeJIKU OOJIEeCTH

= Cpok: nekemBpu 2009 r.

» 3meiauten: HKCPB, M3, neuebnu 3aBenenus
3.5. Hawano Ha ageiiHocTTa M (YHKIMOHHpAHE Ha WH(POPMAIMOHHO-pehEepEeHTHH
KaOMHETH 10 peAKH 00JIECTH ChIVIACHO 3aokeHaTa MHCTUTyIMOHATHA paMKa

= Cpoxk: mapt 2010

» Mzoenauten: HKCPB, neueOnu 3aBenenust
3.6. Cp3naBane u (ynkimoHupane Ha HarumonamHnarta Mpexa 3a peaku OonecTH
CBIIACHO 3aji0’keHaTa MHCTUTYIIMOHATHA paMKa

= Cpoxk: nexkemBpu 2010

= 3oenauren: HKCPB, neueOnu 3aBeaeHust
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Heitnoct 4. Cb3naBane Ha HanmoHa/ieH perucTbp HA NANMEHTH ¢ peIKH 00J1ecTH
4.1. TIpoBexxaaHe Ha KOHKYpPC 3a JIeUeOHO 3aBEJCHHE, B KOETO Jia C€ Pa3IOoJIOKH
Hanuonanuus perucTbp Ha HalUeHTH ¢ PeAKH 0oiecTu
= Cpoxk: nekemBpu 2009 r.
* Msneanuren: HKCPB, M3, neuebnu 3aBeacHU
4.2. YTouHsIBaHE KPUTEPUUTE U MPUHIUIIUTE 32 BKIIOUBAHE HA PEIKU 3a00IsIBAaHUS
B HanmmoHamHust criucbk Ha peaxu 0onectu
= Cpok: nekemBpu 2009 r.
= M3nbanuren: HKCPB, M3, H30K, MAJI, HauMoHaIHU KOHCYJITAaHTH,
MEIULUHCKUTE HAYYHU JpYKeCTBa B bbirapus, nalMeHTCKU OpraHu3alui,
HIIO
4.3. Cp3naBaHe Ha yyeTHA, OTYETHA JIOKYMEHTALlUS | CIIeNUaIu3upan copryep 3a
¢dbynkmonupaneto Ha HamumonamHata Mpeka 3a peaxu Oonectu u HamumonamHus
PETrUCThp Ha MAllUEHTH C PeAKH OOJIECTH.
= Cpok: nekemBpu 2009 r.
» M3menauten: HKCPb, M3, H3O0K, WAJI, MeauuuUHCKUTE HAYyYHH
npyxxectsa B bearapus, nmauuentcku opranusanuu, HI1O
4.4. Cp3naBaHe W (QyHKIMOHUpaHEe Ha HalmoHamHUS perucThp Ha MAlMEHTH C
peaxu 6onectu chIiacHo 3aj0xkeHara MHCTUTYlMOHAIHA paMKa
= CpoOK: TEKYII
* M3nenauren: HKCPB, menunuHckuTe HayyHu ApykecTBa B bwarapus,
nedeOHU 3aBeICHHS
4.5. CnbOupane Ha enuaAeMHOJOIMYHa HHpOpManus 3a 3aboisieMocTTa U
0osecTHOCTTa OT peaku Oonectu B brarapus
= CpOK: TEKYII
= M3nenauren: HKCPB, MenunuHckuTe HaydHHM ApyKecTBa B bbirapus,

nedeOHU 3aBeJIeHH S, MalMeHTcKu opranu3amuu, HI1O
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Jeiinoct 9. IloBumaBaHe Ha 3HAHUAITA W NpPo(ecHOHAJHATA KBATHQUKALUS HA
MEIUIUHCKUTE NpPo(decHOHAJMCTH B 00J1acTTa Ha paHHaTa NPOPUIAKTHKA H
JAUATHOCTHKA Ha peAKUTe 00/1eCTH.
9.1. OOyueHue Ha CTYIEHTH M JIEKapu 3a IIOBUIIABAHE TEXHUTE 3HAHUA MU
npodecroHanHa KBIM(UKAIUsA B 00JIaCTTa HA paHHATA JUArHOCTHKA HA PEIKUTE
Oonectu
= Cpok: nekemBpu 2010 r.
= M3nbanuren: HKCPB, mMenuuuHckuTe HaydyHu ApyxkecTtBa B bbirapus,
nanueHTcku opranuzamuu, HITO
9.2. Opranusupane Ha pabOTHHU CpPELIU, CEMUHAPU, KOH(EpEeHIMU U OCUTYpsIBaHE
Ha CTaHJapTH 3a JIeYeHUe Ha peaKu 0osecTu
= CpoOK: TEeKyIL
* M3nenauren: HKCPB, MenunuHckuTe HaydHHM ApykecTBa B bbirapus,

nanueHTcku opranuzamuu, HITO

Heiinoct 10. IlpoyyBane Ha He00XOAMMOCTTA, BB3MOKHOCTTA M KPHUTEPHHTE 32
ch3/1aBaHe HAa pedepeHTEH HEHTHP 32 peaKku 00/1ecTH HA PYHKIMOHAJIEH NPUHIUI B
Bbarapus.
10.1. YTouHsiBaHE HEOOXOAMMOCTTA, BB3MOXKHOCTTA M KPUTEPUUTE 3a Ch3/IaBaHEe Ha
pedepeHTeH HeHTHP 3a peaKu 0onecTr Ha (HYHKIIMOHATICH MPUHITUI
= Cpok: nekemBpu 2010 T.
= M3menauten: HKCPB, M3, H30K, MAJI, HanMOHaTHU KOHCYJTAHTH,
MEIUILUHCKUTE HAYYHU JIpyKecTBa B bbiirapus, maiueHTCKU opraHu3alkH,
HIIO
10.2. Opranuzupane 1 IpOBEXKIaHE €IMH BT FOJUIIHO HA HAIMOHAIHA KJIMHUYHA
KOH(EpEHIIHS 3a PeIKU O0TIECTH
= CpOK: TEKYII
= M3nbauuren: HKCPBb, M3, H30K, MAJI, HauMoHamHU KOHCYJITaHTH,
MEIUILUHCKUTE HAYYHU JIpyKecTBa B bbiirapus, maiueHTCKU opraHu3aluH,

HIIO
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Heitnoct 11. IIpomouuss Ha WHTErpUpPaH MOAX0A NPH MPWUJIATAHETO HA
NpopUIAKTHKATA, JAUATHOCTUKATA, JieYEHHETO M COUMAJIHATA HHTerpamusi Ha
ManueHTHTE U TEXHUTE ceMeiicTBa

= CpoK: TEKYIII

= M3nbanuren: HKCPB, M3, H30K, MAJI, HauMoHamHU KOHCYJITaHTH,

MEJIUILUHCKUTE HAYYHU JIpyKkecTBa B bbiirapus, manueHTCKU opraHu3alui,

HIIO

JNeiinoct 12. Opranm3upane Ha HANHOHAJIHA KaMIaHWs 3a 3alo3HaBaHe Ha
0o0ImecTBOTO € peakuTe 00JecTH M HAYHHUTE TAXHATA MNPOoQWIAKTHKA 4pe3
TeJ1eBU3HOHHHM CIIOTOBE, IMCTOBKH H Opourypu

= CpoOK: TEeKyIL

* M3nenauren: HKCPB, MenunuHckuTe HaydHHM ApykecTBa B bbirapus,

nanueHTcku opranuzamuu, HITO

Heitnoct 13. Moakpena u cbrpyaHnyectso ¢ HIIO u acoumanuure HAa MALMEHTH C
peaku 60JiecTu
13.1. YcraHoBsIBaHE Ha KOHTAKTH C TTAITUEHTCKHU opranu3anuu u HI1O
= Cpoxk: nekemspu 2010 r.
= M3nbauauren: HKCPB
13.2. Tlogkpena u chTpyaandectBo ¢ HITO m aconumanuuTe Ha MAIMEHTH C PEIKA
Oonectu
= CpoOK: TEeKyII
= M3nenauren: HKCPB, MenunuHckuTe HaydHHM ApyKecTBa B bbirapus,

nauuenTcku opranuzanuu, HITO

Jeiinoct 14. YcraHoBsiBaHe Ha TSCHA KoJsa0opauus ¢ Jpyrure CTPaHM Ha
EBpomneiickus cb103

= CpoK: TeKy1I|

= M3neiaanten: HKCPB
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