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|. BbBenenue

1.1. OnpeneseHue

Penkure Gomectu (PB) moke Haii-oOmo ma ce neduHHMpAT KaTo MATOJOTUYHU
CBhCTOSIHUSI C HHUCKa 3a0ojeBaeMocT W 00JecTHOCT. [IOHSATHETO ,,psIIKOCT € TBBpAC
OTHOCHUTEIIHO. BBIIpeku, ue BCAKO psAAKO 3a00IsIBaHEe ce cpella P MHOTO MajiKa 4acT OT
HACCJICHUETO Ha €JIHa CTPaHa, ako OBbJAT CyMHpPAHU KAaTO ISJI0, MOPAIM rojieMus Opoit
HO30JIOTUYHM CAWHMIIM, PEAKUTE 3a00JIIBaHMs Ce NMPEBPBIIAT B CEpUO3EH MPoOIeM 3a

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

B ompenenennero na PaGorHara rpymna no penku 3a0oisiBaHuss 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 HumoxkHa. 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 3HaHUS, Mexkay S 000 u 8 000 pazauunu Pb
3acArart 10 6 % ot nstoTo Hacesenne Ha EC B onpenesieH 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 Bwarapusi, 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 MmokasBa, ue JOpU U 3a00JSIBAHETO Ja € PSAKO, MAIUEHTUTE C PENIKH
3a00msBanus ca MHOTO. ChIIIO Taka HE € HEOOMYailHO YOBEK Ja ObJe 3acerHar OT PSIAKO
3a0osiBaHe, ThH KaTo psfKaTa OOJECT 3acara HE camMO CaMmHs TMAIlUEHT, HO U ISNIOTO My
CEMEICTBO MO eIUH WUJIH APYT Ha4WH. B TO3U CMUCHII € TPYIHO J1a C€ OTKpUE CEMEICTBO, B

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

Haumonannara mnporpama 2009-2013 e wu3rorBeHa B CbOTBETCTBHE €
eBpomneiickaTa ¥ HAllMOHAJIHA 3paBHU cTpaTeruu. KirodyoBa poiig 3a pa3BUTHETO Ha
EBporeiickata OOIIHOCT ce Maja Ha CHhUETAHUETO HA MPUHIUIHUTE 32 CONUIAPHOCT H
PaBHU BB3MOKHOCTH 32 3/IpaBe€ C MHOBAIIMUTE W T€XHOJIOrMYHUs Hanpeabk. [Ipe3 2007 r.
boearapust OGeme mpuera 3a wieH Ha EBpormelickus cpio3. CTpaHara B MOMEHTa HMa
YHHUKAQJIHUS [IAHC Ja M0JI3Ba HATpyHaHHs ONUT Ha Bojaeuu EBponeiicku u Apyru cTpaHu

Opyd ONTHUMHM3MpAHEe U pa3mupsiBaHe Ha coOcTBeHara cu HammoHamHM mporpamm.



OO6cwxaanara noHacToseM HoBa HarmonannaTa 31paBHa CTpaTerus ey ,,Ch3/1aBaHe Ha
pedopmupana, (GUHAHCOBO ycTOMYMBa U e(EKTHBHA 3/paBHA CHCTEMa, KOSTO OCUTYpSBa
Ka4eCTBEHH 3/IpaBHH IPYKH I10 MPEBEHIINS, MPO(UIAKTHKA, JICUCHUE U pexaOuuTaIys, 3a
noao0psiBaHe 3/paBeTo Ha xopara”. OmimyurTeneH Oeier Ha CTpaTerusTa € HeWHata
HACOYEHOCT KBbM ,, HHTETPUPAHE HA TPrIKaTa 3a 37paBe Ha OBITapCKUTE T'PAXKIAHH BHB
BCUYKH TMOJIMTUKH — BHHIIHA MMOJIUTHKA, IOJMTHKA 33 HAllMOHAIHA CUTYPHOCT, (PMHAHCOBA
CTaOWIJIHOCT, COIMajHa COJHMIAPHOCT M CIPaBEUIMBOCT, ONa3BaHE HA OKOJIHATA Cpeia,

MOJIMTHKA B 00JacTTa HAa 00Opa30BaHUETO U HayKaTa u ap.” .

1.2.  ErunoJjgorus

Penkure Gosectn ce XxapakTepusupar ¢ roJisiMo pasHoo0pa3me oT CHMITOMH H
HapyLIeHusl, KOUTO CWJIHO BapupaT OT €JHAa HO30JOIMYHA €JUHHUIA J0 Apyra. Peakure
OosecTH 3acsraT xopaTa B pa3jiMyHa IO CTEMEH TEXECT, HO BUHATU MPOIBIDKUTEITHOCTTA
Ha JKUBOT MpH OTHENHUSA MAalUMEHT € CcuiIHO HamaineHa. Oxono 80% ot peaxute
3a005BaHMsl ca C TEHETHYeH NpoM3Xoa (KOETO € Taka M HIpU YeCTO CpeIIaHuTe
3a00JsBaHMs), KaTo 3acsraT €JUH WIM HAKOJIKO IFeHa WJIM XpPOMO30OMHHU aHOMaiuu. Te
MOraT Jla ca YHAaclleJIeHd WIM Jla ca B pe3ynTar Ha de NOVO TeHHa MyTauus WiIH
xpomo3oMmHa aHoManus. ToBa ce HaOmomaBa npu 3% 10 4% ot HOBOpoaeHuTe. [pyru
penku OojecTu ce pa3BUBAT B pe3yiaTaT Ha HMH(peKuuu (OakTepuu WIM BUPYCH) WIH
alepruv, WM ce ABbDKAT Ha JEreHepaTUBHHU, NpoJu(epaTHBHH WIM TepaTOreHUYHU
(XMMHYECKH, pajualliOHHU W JAp.) Npu4YuHA. Hsikon penku OoJecTH ce MPUYHMHSABAT OT
KOMOWHHUPAHOTO JIEHCTBHE HA TeHETHYHU (pakTopu W (akTOpW Ha OKoJHaTa cpema. Ho 3a
MIOBEYETO PEAKH 3a00JIIBaHUS €THOJIOIMYHMS MEXaHHM3bM € BCE OIle HEMO3HaT MOpaau
JMIIcaTa Ha U3CIeIBaHUs B Ta3u 00J1acT, Upe3 KOUTO Ja ce pa3Kpue Maropu3noiIoruara Ha

OoJecrra.

lonmsiMo € pa3HOO0Opa3HeTo MO OTHOIICHHWE Ha BB3pPACTTa, B KOSTO C€ MPOSBSBAT
nbpBUTEe CUMOTOMH. CHUMITOMHUTE Ha MHOTO PEIKH OOJIECTH Ce MpOSIBSIBAT OIIE MpPU
paXIaHeTO WM B JETCKa BB3pacT, Hampumep HWHQpaHTHIIHATA CHOMHAIHA MYCKYJIHA
arpo¢us, HeBpopuOpomaTozata, Osteogenesis Imperfecta, cunapom Ha Rett, kakto u
noBeyeTo MeTaboauTHH 3abonsBaHus karo Oonecture Ha Hurler, Hunter, Sanfilippo,
Mykomonu3axapuno3a tan ||, xonapogucruasus u ap. Ilpu HIKoOM ciydad, IBpBUTE

CHUMIITOMH Ha 3a00JIIBaHETO, HAmp. NOpu HeBpoduOpomarozaTa, MOTaT Ja ce MPOSBAT B



JIETCKa BB3PACT, HO TOBA HE M3KIIIOYBA BEPOSTHOCTTA MO-TEKKU CUMITOMH Ja CE MPOSBST
B TO-HampeaHaia BB3pacT. [pyrum penku Oosectn kato Oosectta Ha Huntington,
MankoMo3byHa atakcus, lllapko-Mapu-Tyr, ammorpoduyna mnarepasHa ckiepo3a H

capkoM Ha Karomu ca cnenn@uyuHu npu Bb3pacTHH.

Baxno e ma ce orOenexu, 4e peakuTe OONECTH MOTaT Ja Ce€ MPUKPUBAT 33
OTHOCHUTEIIHO TO0-4€CTO CpEIlaHh ChCTOSHUS, KAaKBUTO HAmpuMep ca ayru3ma (mpu
curapom Ha Rett, curapom Ha Ymep tun I, Hymnusa X, Aurneman, Canduaumo 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 Hal-4yeCTUTE MM IPOSBJICHHUS OIIEC B PaHHA JIETCKA BB3PACT ca

TEKKHUTE M PELUTUBUPAITT HHPEKITIH.

3a MHOT'O OT CbCTOSIHUSATA OIIMCAaHU B MMHAJIOTO, KAKBUTO Ca YMCTBEHO H30CTaBaHe,
nepebepanHa napainsa, ayTu3bM WIHM IICUX033a, Cera ce Ipeanoara FreHeTUYeH MPoUu3Xo
WIM TakbB Beue € jJoka3aH. Ha mpaxTtuka, peakure Oosectd 4yecTo OMBAT MPUKPUTU OT
MHOKECTBO JAPYTH CHMITOMH U CHUHAPOMH, KOETO MOXE Ja JOBEIE A0 TAXHOTO

HCIIPABUIIHO U 3aKbCHAJIO ANATHOCTUIIUPAHEC.

1.3. EnuaemuoJiorus

KbM MOMeHTa B CBETOBEH Maiad, HsiMa aJeKBAaTHA W MbJHA HHQOPMAIUs
OTHOCHO eNUJAeMHUOJIOTHSITA Ha peakuTe Oojectn. HoBu JaHHU ca HM3HECEHH OT
EBponeiickara aconmanus 3a peaku oonectu (EURORDIS) ceemectno ¢ ORPHANET B
JIOKJIa]] 0 BpeMe Ha EBporeiickata KoH(pEpeHIUs 3a peaKu 00JeCTH, KOSTO ce MPOBEe
npe3 mecer] oktomBpu 2005 roguna B JIrokcemOypr. /laHHHUTE ca TOJIYYEeHU B pe3yJTaT Ha
aHanu3 Ha 359 penku 3a0onsaBanus. Okoso 37.5% ot peakute O0OJIECTH HE ce OTpa3sBaT HA
HOpMaJTHaTa MPOJB/DKUTEIIHOCT Ha KUBOTA; 25.7% MMAaT MOTCHIMAIHO JICTAJICH H3XOJI
OIlle C paXkJaHETO WJIM TPEAN HAaBBPIIBAaHE Ha 5 TOIUIIHA BB3pacT; 36.8% OT peakute
0olecTH BOAAT JIO HaMalsBaHE MPOABDKATEIHOCTTA Ha >KMBOTA B 3aBUCHMOCT OT
TEXKECTTa, CTENCHTa Ha 3acsAraHe M TUma (Harmp. JETCKH, FOHOIIECKU MM Bh3PAcTOB THII)

Ha 3a00JI1BAHETO.

Ha To3wm erar, opueHTHPOBBYHA CIHICMHUOJIOTHYHA HH(OPMAIIHS 32 00JIECTHOCTTA
OT HsAKOM peaku Oomectu B EBpoma moxke ga Owpae momydeHa or ORPHANET

(www.orpha.net). CrnexBa na ce momyeprae, 4e MOCOYCHHTE HHMBAa Ha OOJIECTHOCT B



cnucbka Ha ORPHANET ca nonydyeHun npu aHaiu3 Ha MeEIQUIMHCKaTa Hay4yHara
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 Hail-BeUe HA JIMIICATa HA PETUCTPU HA PETHOHAIHO HWIIU
HAI[MOHAJTHO HHUBO, KakTO H KOCBEHO Ha HEMbJIHOTaTa Ha MeXIyHapoaHaTa
Knacudukanus Ha bonecture (MKB), B kosiTo orpomMeH Opoil penku ChCTOSIHHSI HE ca

OIIMCAHH U HAMAT COOCTBEH KOI.

1.4. llpopunakTuka, IMATHOCTUKA M HEOHATAJIEH CKPMHHUHT

Camo npu Manbk Opoil penku O0JeCTH € BBb3MOXHA IbPBUYHA IMPO(QUIAKTHKA.
Exonornunute (akropu ca oT 3HaYeHHE NpPU NPUUYMHSABAHE HA peaulla PeIKHU BPOACHU
MasihopMaIiy, KaKTo ¥ Ha PakoBU OOJIECTH B JIETCKAa BB3pAcCT. 3a MPOQHIAKTHKA HA TE3U
PB e Hy)xHO cnenua/JiJHO BHUMaHMe KbM IepHO/a Npedu 3aueBaHe U OpeMEeHHOCTTA B
MEpKHTE 3a OOILECTBEHO 3/paBeolia3BaHe, HACOYEHW KbM OCHOBHU OIPENEISIIM 3paBHU
bakTopH - XpaHeHe, 3aTIbCTABAHE, aIKOXO0JI, TIOTIOHOIYIIEHE, HAPKOTUYHM BEIEeCTBA U
3aMbpCsABaHE Ha OKOJIHATa cpefa. B nombnHeHue, TpsOBa a ce 0ObpHE BHUMaHUE Ha
JKEHUTE Mpeau 3adeBaHe W 0 BpPEME Ha paHHaTa OpeMEHHOCT NpU YIpaBJIeHHE Ha
XpOHMYHM OosecTd Karto juaber, emwiencus u Oesminoaue. EnHa OT BB3MOXKHUTE
MHTEPBEHIIMHU € MpHeMa Ha (posireBa KHCeNMHA OT )KEHUTE Mpean Mepuoja Ha 3aueBaHe 3a
IPEeOTBpATsABaHE HA YBpEX/IaHUs HA TPbOHAYHMS MO3BK (HampuMep climHa Ouduaa) u Ha
npyru mandopmanuu. Peauiia uscnenBanus NpeJocTaBaT 10Ka3aTeIcTBa, Y€ aJeKBaTHUAT
npueM Ha (onueBa KHCEIMHAa B MEpUOJA IpeId 3auyeBaHETO MOXE Ja NpPeAOoTBpaTH

osiBaTa Ha MOBCYC OT IMOJIOBMHATA YBPCIKIAaHUA Ha Fp’b6Ha‘-IHI/ISI MO3BK.

MacoBH U CENEKTUBHU CKPUHMHIOBH IIPOIPaMU CE€ IPUJIArar ¢ Led pa3sKpuBaHE Ha
MHAUBUIU U (DEeTyCcH ¢ TIOBUILIEH PHUCK 3a 3a00JIBaHe, 3a MIOCTaBsHE Ha TOYHA JUATHOCTHKA

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

Penuna penxu OoniecTH MOHACTOSIIEM MOTaT Ja ObJaT JUATHOCTHIIMPAHU upe3
AOPOJOBH H TOCJEPOJIOBH TeHEeTHYHH H3CJeIBAHUS, KOUTO TO3BOJSBAT pPAaHHA
JUArHOCTHKAa W BTOpHYHA MpoduiakThka Ha 3aboisiBaHeTo B ceMeilcTBOTO. [IpenBun
rojemusi Opoil TecroBe M HEOOXOAMMOCTTA OT U3TOTBSIHE M YTBBpPKIaBaHe Ha crienuduueH

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



MoOrJjia CaMOCTOATCIIHO J1a OCUT'YpU HU3BBPIIBAHCTO Ha TCCTOBC. Toma Bogu 110 oOMeH Ha

MAaUCHTCKU MAaTCpHral U TCCTBAHC U3BBbH HAIMOHAJITHUTC I'PAHULIU.

Cnopen ob6miectBeHOoTO 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 [1a cTaHe Bh3MOXKCH U Ja CC
YIJIECHH TTOCPEICTBOM SICHO 3asBEHH, ITPO3PAYHHU, JTOTOBOPEHU CTAHIAPTH U MPOIEIYyPH HA
EC. Jlaboparopunte crefiBa Ja ce HachpuaBaTr Jia y4acTBaT B IPOTrpaMH 3a KOHTPOJ Ha
KaueCTBOTO, ChC CICIMATHO BHUMAHHUE BHPXY pe3yliTaTa OT u3cieaBaHero. TpsOBa na ce
rapaHTHpa HpeI[OCTaBSIHC Ha KOHCYJITaIII/II/I HpeI[I/I n Cclicq HpOBe)KIlaHGTO Ha ITCHCTUYHU

TCCTOBC.

VYcnexbT OT NPOBEKIAHETO HAa CKPUHUHIOBH IIPOrPaMM 3aBUCH OT MHOXKECTBO
(dakTopu KaToO KayeCTBOTO M HAAEKIHOCTTA HA TECTa, HAJIWYUETO Ha €(PEKTUBHO
JICYCHUC/MHTEPBEHINS 3a MPEMUHAIUTE Ipe3 M3CICIBAHETO, Pa3NpOCTPAHEHUETO Ha

6OJ'IGCTTa, HeMHaTa TeXXeCT U CTOMHOCTTA Ha TECTa, KOATO CC ITOEMaA OT O6H.I€CTBOTO.

Heonaramuusar ckpunuar 3a  ¢enuakeronypusa (PKU) wu  Bpoaen
XHIIOTMPOMIM3bM € yCTaHOBEH B EBpoma M € M3KIIOUMTENHO eduKacHa MpakTHKa 3a
NpeaoTBpaTABAHC HAa YBPCIKAAHWA IIPHU 3aCCTHATUTE ACLA. C Pa3sBUTHUECTO HAa TCXHOJOTUUTEC
cera Morar Jia ce M3BBbPIIBAT MHOXECTBO TECTOBE, BKJIIOUUTEIHO C MOMOIITa HAa pOOOTH,
OpU HUCKM pas3xoau 3a penuna PB, ocoOeHo 3a MeTaOONUTHM HApyUIEHHUS U APYTH
TreHeTUYHU 3a00JI1BaHus KaTo 1s10. ToBa He cienBa Jia € MPUYMHA 33 TAXHOTO BKIIIOYBAHE
B MacoB CKPMHHHI O€3 BHUMATEIHO jJa Obaar orieHeHu 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 3HAYUTEITHH MyOanuHu pecypcu. Kem
HACTOAILMSA MOMEHT HE € MOCTUIHATO CIIOPAa3yMEHUE HAa CBETOBHO HHUBO IPU KOU JAPYTH

OomecTH € OIIpaBAaHO IMPOBEKIAHETO HA MAaCOB CKPUHHHT .

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

Penaxure OoyiecTH TIpEACTABISIBAT CEPHO3eH MPOOJeM 32 MeIMIHHCKUTE
CIeNHATHCTH, 32 CAMHUTE MAIMEHTH H TEXHUTE ceMelicTBAa, 32 001ECTBOTO KATO LSJIO
W 3a 3IpaBHATa CHCTeMa HAa BCAKA CTPaHa. 3a BCUYKH 3aCETHATH TPYIH, MPOOIEMUTE

Morar fa 0b/1aT 00001IEHH B CIIEHUTE TPU KATETOPHHU:



" HexocraTbyHa WH(POPMALIUS;
" 3aKbCHEHHE B IIOCTABSIHETO HA IMArHO3ara;
" JIUIICA HA JICYCHHE

Pasno3naBaneTro Ha psakara OosiecT W HeWHara crnenuduka € aOCOIITHO
HEO0OXOMMO YCIIOBHUE 32 PAaHHO M TOYHO MOCTABSIHE HA JIMAarHO3a, OCUTYpSBaHE Ha TPHXHU
3a MaIMeHTa U HETOBOTO CEMENCTBO, KOETO IIIe OTIPUHECE 3a MOA00psSIBaHE Ha Ka4eCTBOTO
Ha JKMBOT. JlMarHOCTUIIMpPAHETO Ha MAalMEeHT C psAIKo 3aboisBaHe € TpyAHA 3ajaaya.
JlekapsT, Oe3 3HaueHue naau € OOLIONPAKTUKYBAIl WU CIECHHMATUCT, MOXKE IO TO3HU
MOMEHT J1a HE € Cpella]l AaHAJIOTHYEH CiIy4ail B CBOATA MPAKTHUKA, & € MHOTO BEPOSTHO
TO3M ClIy4yall Ja OCTaHe eIMHCTBEH. Hail-uecTo nuarHosaTta ce MmocTaBs ChC 3HAYUTEIHO
3akbcHeHue. Jlanun Ha EURORDIS ot mpoyuBane Ha 8 3a0onsiBaHus mposeneHo B 17
crpanu ot EC paskpuBart, ye 25% oT cemeiictBata yakaT oT 5 10 30 roguHu, 0KaTo ce
MOCTaBM TOo4yHa auarHo3a! Jlopu Korato amarHosara € mocraBeHa HaBpeMe, MalUeHTUTe U
TEXHUTE CEMEHCTBAa W3MUTBAT OTPOMHHU 3aTPyAHEHHUs Ja TMoJydaT MO-MoApoOHa
uH(popMalrsa 3a 3a00JsIBaHETO, KbM KOTO Ja ce OOBpHAT 3a MOMOII, BB3MOXHOCTH 3a

JICYCHUC U IIPOTrHO34a.

OO0miecTBOTO HE € 3amM03HATO CHC CHIIECTBYBAHETO Ha Tpolsiema ,,peiKu
oomectu®. HNudopmanuara 3a peakute 3abonsBaHus € Oe3kpallHO HEJAOCTaThYHA B
MyOIMYHOTO MPOCTPAHCTBO, JAOPH B CaMHUTE MEIUIMHCKHA cpead. B MHOro eBpomeiicku
IbpXKaBU C Pa3BUTH TpaxkaaHCKu oOmiectBa, kato Hamp. Dpanmus, WUranus, benrus,
Ucnanus, Xomanaus u J1p., TMAIMEHTUTE C PEIKH OO0JIECTHU M TEXHUTE ceMelcTBa ca
0OCIMHEHN B acCOIMAIlNK, KOUTO WTPAsT CBHIIECTBEHA POJIS MPH Pa3lpPOCTPAHCHHUETO Ha
uH(poOpMaIlKs, OCUTypsBaHE Ha OOIIEeCTBEHA MOAKpEerNa, JIoOOWpaHe 3a Ch3JaBaHETO Ha
aJieKBaTHa 3aKOHOBa ypenda 3a 3aluTa Ha TEXHHUTE YOBEIIKH TpaBa, CTUMYIUpaHE Ha

HAay4YHO-U3CJICA0BATCIICKAaTa JIEHHOCT.

dapmaneBTHYHATA HHIAYCTPHUS HSIMa WKOHOMHUYECKH HWHTEpeC Ja pa3padoTBa
HOBU JIEKapCTBa-CHpaIld 3a OTPaHWYEH Opoil eBeHTyamHuW manueHTtH. l[lopaam Tasu
NpUYMHA IIeHaTa Ha CHIIECTBYBANIOTO JIEUEHHWE HA JaJICHO pPSAOKO 3a00JsBaHE €
M3KJIIOYUTEIHO BUCOKA, KaTo Moxke na HaaxBbpau 100 000 eBpo 3a mamueHT 3a eaHa
ronuHa. HarmuoHamHWTE 3IpaBHOOCUTYpHUTETHU (OHIOBE W MECTHUTE BIJIACTH HE ca
CKJIOHHHU W HSIMAT pa3BUTA MOJUTHKA JIa TIOATIOMAaraT U peuMOypcupar moI00HU CXeMHU Ha

JICUYCHUC, 0co0E€HO B padBuBalliuTe CC CTpaHW, KBACTO XOpaTa HUMAT OrpPpaHUYCHU



¢uHaHCOBH cpencTBa. Benuku Te3u (hakTu mpeBphIIaT XOparta ¢ pelku 00JIECTH U TEXHUTE
cemelictBa B 000coOeHa rpyma OT HAceNeHHETO C HapyUIeHH YOBEIIKH IpaBa IIo
OTHOUICHHE HABPEMEHHO IMAarHOCTUIMPAHE, JAOCTBHI M MOJy4yaBaHe Ha MH(opManus U

aJICKBaTHO JICUCHUC.

IIpuHochbT Ha peakuTe 3a00/1ABAHMS 32 Pa3BUTHETO HA MeJULIMHATA ¢
orpomeH. MHpopmanusaTa OT n3yuyaBaHETO Ha HAKOMU OT TSIX B MUHAJIOTO € Jajia CUJICH
TJIaCHK 3a OTKpMBAHE HE CaMO Ha €THOJIOTMATA M MATOreHe3aTra Ha MHOTO JIPYyrd oOmu
3a00yiiBaHMsA, HO CBHIIO Taka Ha peauna (QU3MOIOrMYHM MexaHu3Mmu. Hampumep
U3ClIeIBaHMATa Ha (PEHWIKETOHYpUATa ca IO3BOJIMJIM Ja C€ OLEHAT poJiiTa Ha
(deHnnanannHa 1 eeKThT OT HETOBOTO HAaTpPyIBaHe B oprann3Ma. OcoOeHO HHTEpECeH €
CITy4asT C BpOJECHATa HEIOCTAThYHOCT Ha €H3MMa aJICHO3HH JIeaMHHA3a — PAIKO KIMHUYHO
CBCTOSHHE, XapaKTepU3UpaIlo0 Ce ChC CEPUO3HM NPOMEHM B MMYHHATa 3ammra. ToBa
3a0osiiBaHe € MbpPBOTO, 3a koeTo B CAIll e nangeHo paspenieHue 3a NpUIOKEHUE HA TE€HU
3a TCpalus. PazBuTneTo Ha TEHHOTO HHXKCHCPCTBO 10 rojisimMa CTCICH € ImoAInoMordaTo oT
3a1bI00YeHATa HW3CJIEAOBATEIICKA M EKCIEpUMEHTalJHa padoTa BBPXY TIECHETUYHUTE

3200 1BaHUs.

1.6. JlekapcTBa-cupanu

C nekapcTBa-cupany Haif-oOII0 ce O03HayaBaT Te3UW MEAMKAMEHTH U YCTpOICTBa,
NpeHa3HAYeHH 3a JIeYeHUE Ha pellku OosecTH. 3a MbpPBU IIBT, ONpPEICIICHUE 32 ,,pAIKO
3a0onaBane” e ganeHo ot Konrpeca Ha CAIL] B 3akona 3a siekapctBaTa-cupauu (Orphan
Drug Act) npe3 1983 r. Cropen To3u 3aKOH, 3a pSAKO ce mpuemMa 3a0oJiBaHe, KOETO
3acsra 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 TOJIHTHKA Ha ABCTpalHs, perilaMeHTHPaHa ChC 3aKOH
mpe3 1997 r. (Orphan Drug Policy), ciopen kosaTo peakure 3a00siBaHus TPsIOBa /1a ©MaT
6onectHocT 110 0.1 Ha 1000 yoBeka. Exsa npe3 1999 r., EBponelickusiT napiaMeHT riiacyBa
HapeaOa 3a penkure 3a00NsgBaHUS M JIeKapcTBa-cUpalld W ImpueMa jaeuHuIms,
ompezensna Karto ,,psaKo” BCAKO ChCTOSHUE, 3acAramo He moseue ot 5 Ha 10 000 yoBeka

ot EBpomnetickara o6miHocT (60mectHOCT 0.5 Ha 1000).



OcHoBen 3akoHopareneH JokymeHT 3a EC e Persament Ha EBpomneiickus
napiamenT U Ha CoBeta (EO) ot 16.12.1999 3a nexapctBara-cupanu. Ksm EBponeiickara
areHuus no JyekapctBata EMEA e cbh3manena Komucusi mo JiekapcTBeHM NPOAYKTH-
cupamu (Committee for Orphan Medicinal Products - COMP), kosTo pasriexiaa Beska
MoJI0a 3a perucTparus Ha MEIUIHUHCKH MPOIYKT-CHPaK M OKa3Ba IMOMOII MO BpeMe Ha
perucrpanusra. 3a 8-romurien nepuoj (2000 —onu 2008), 8 COMP ca monyuenu 831
MOJIOM 3a perucTpalus Ha MEeIULIUHCKHA NMPOAYKTU-cupanu. OT TX, 552 ca 03HaYeHHU KaTo
JeKapcTBa-cupany, a 46 ca MOJMy4YWsId BIOCIEACTBHE MapKETMHIOBO 0A00peHue 3a

pasnpocTpaHeHue u yrnorpeda B crpanute oT EBponenickus Chio3.

1.7. Tloantuxku B EC 3a penkure 6oJiecTH

Penxure GosecTH ca eIMH OT OCHOBHUTE MPUOPUTETH B HOBATAa Mporpama 3a
o01IecTBeHO 3/ipaBeona3BaHe Ha EBponeiickusi ¢b03. B HAKOM OT IbpKaBUTE-UICHKU
Ha EC mma Bede pazpaboTeHu crieuUIHA HAIIMOHATHU TTOJIMTHKH 33 PEAKUTE OOJICCTH B
oOrnacTTa Ha 00IIECTBEHOTO 3/IpaBeomna3BaHe. [lopaau peaniia pa3nuku OT UKOHOMUYECKH,
3aKOHOJIATENICH U KYIATYPEH XapakTep, T3 HAIMOHATHH TMOJUTUKH CHIIHO BapHupar B
CTPpYKTypaTa ¥ MEXaHH3MHTE 3a IIOCTUTAaHE Ha 3aJloKeHUTe Iennu. He ¢ BB3MOXKHO
MEXaHUYHOTO MPEHACSHE Ha Be€Ye Ch3/1aJIeHa 3/JpaBHA IMOJIMTHKA 33 PEIKU OOJIECTH OT eHa
IbpkaBa B Jpyra. Haii-o0mo moraTt na ce oOOmISIT Tpu TUMNa 3ApaBHU MOIUTHKH. KaTo

npuMep Morart Ja 0b1aT nocouenu Opannus, Uranus n Xonxanaus.

Bs ®paunnusi neiicrBa Hanmonanen mimad 3a peaku Oosectu (2004-2008).
OcHoBHHUTE Hacokd 3a paboTta ca B oOsacTTa Ha YyBeIWYaBaHE 3HAHUETO 3a
eNMUAEMHOJIOTHTAa Ha PeIKUTE OONECTH; Pa3MoO3HaBaHe crenn(uKaTa Ha OTIACIHUTE PEIKH
3a0onsBanusl; pa3paboTBaHe Ha HMHQPOPMAIMOHHU TAKETH, ChIbpKalM crennduuna
uH(poOpMaIrs 3a peAKH OOJECTH B 3aBUCUMOCT OT MOTPEOUTEIICKUTE TPYIK; oOydyaBaHe Ha
3JIpaBHU CIICIUATNCTH, OpPraHU3WpaHe Ha CKPUHUHT MPOTPaMU M JOCTBI JIO TEHETHYIHO
U3CJIe/IBaHE; MOA00pSIBAHE JOCTHIIA JIO JICUCHHE W KAa4eCTBOTO HA JKUBOT HA TMAIUCHTHTE,
Opoab/DKaBaHE Ha YCWIMATa HACOYEHM KBM JIEKapcTBaTa CHpalld; OTrOBOp Ha
crenupUIHUTE TOMBIHUTEIHN HYKIU, KOUTO UMAT X0OpaTa, CTPaJalld OT peJaKu 00JecTH;
HachpYaBaHe W3CIICJBAaHUATA B oO0NacTTa Ha peAKUTe OONecTH; pa3BHBaHE Ha

CHTPYAHUYECTBA HA HAITMOHAIIHO U EBpOMEcKo HUBO.



HUranus e enHa ot crpanute B EC ¢ Hail-crapa mosMTHKa 10 OTHOUIEHHE Ha
penkure Oonectu. Penkure OonecTH ca 3aCTBIIEHHM KaTO BakKeH OOIIECTBEHO3/PaBEH
npobaem B Tpu Hanwmonamuu 3npaBuu crpareruu - 1998-2000; 2003-2005 u 2006-2007.
Cnbc 3anoBes; Ha mipaBuTeIcTBOTO (279/2001) B UTanus ce ch3naBa Harmonamna Mpexa 3a
Penku bonectn, xosto ce xoopaunupa or Hamumonanen LlenTsp 3a Penku bonectwm.
Hauvonanuus ueHTsp cb3AaBa M HoJabpka HanuoHanaeH perucTbp Ha MALUEHTUTE C
penku 6onectu. M3rores ce u cuChK ¢ peaku 00JIeCTH, KaTo TIXHOTO AUATHOCTULIMPAHE U
JIeYCHHUE € HabJHO Oe3ruratHo 3a nanueHtute. Kem 2006 T., TO3W CUChK HAOpOsBa HaJ

500 penxu 3a00JsIBaHUS.

B Xomanaus, padorata B o0siacTTa Ha peAKUTE 3a00JIIBAaHHS U JISKAPCTBA CUPAIH
3arouBa mpe3 1997 romuHa ciex 3anmuTBaHe OT MUHHUCTBpPa Ha 3JIpaBeONa3BaHETO,
0JIarOJICHCTBHETO W CIIOpTa OTIPABEHO KbM XOJAHJCKUS KOHCYJITATUBEH CBHBET 32
3[paBHO MPOYYBAHE Ja U3/ajc HACOKA 3a M3CIIC/IBaHKs B 00JIaCTTa Ha JICKapCTBA-CHPALIH.
Ponara na XOJIaHI[CKI/Iﬂ YIIPABUTCJICH KOMUTCT CC CbCTOU B YIPAKHABAHCTO HA YCTHUPHU

OCHOBHH Q)YHKHI/II/IZ I/IH(i)OpMaI_H/IOHHa, HAaChbPUYUTCIIHA, U3rpaAKAalld 1 HHTCIICKTYaJIHaA.

Ha 21 smyapu 2004 r., xbM [lenaprament 3a OOmiecTBeHO 31paBe U 3amiuTa Ha
[Torpeburenute (DG SANCO) Ha EBponeiickata komucus ce cb3gane Excnepraa 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, Kacaelly HAI[MOHATHHUTE MOJUTUKHA Ha cTpaHuTe-wieHkn Ha EC,
KaKTO W OOIIM EBPOTCHCKU CTpaTerWy 3a pa3BUTHE Ha penakure Oojectn. B rpymara

aKTUBHO y4acTBa eKcrept oT bbirapus.

Peaxute Oomect ca emun ot mnpuopuretute B Ilporpamara na EC 3a
oduecTBeHo 31pase 3a nepuoaa 2003—2008 r. Pb npoabmkar ga 6baaT nprHOpUTETHA
oOnacr 3a aeiictBue B HoBata Ilporpama 3a o6mecrBeHo 3apaBeona3pane (2008—2013
r.). Be3npuerara obmia nmo3unust Ha ChBeta oT 22 MapT 2007 T. BBB Bph3Ka ¢ IpreMaHe Ha
Pemienne na EBpomeiickus mapimameHT u CbhbBeTa 3a Ch3/laBaHE Ha BTOpa IporpaMa 3a
neiictBue Ha OOmHOCTTA B 0oOnacTTa Ha 31paBeona3BaHeTo (2007-2013 r.) B Touka 2.2.2.
Ha MPUJIOKEHUETO TJacu CIEAHOTO: ,, Hacvpuasane ma oeticmeue 3a npoguiakmuka Ha
COYUANHOZHAYUMU 3a001A6aHUS OM O0COOEHO 3HAYeHue, Npedsud obwujama medcecm Ha
3abonaeanusma 6 QOOwHOCMmMa, KAKMO U HA peoxkume 3a001468aHUs, NpU KOUMO
Oeticmseuemo Ha Obwmocmma 3a onpeodeisine HA MexHume OemMePpMUHAHMU MOodice Od

npudade 3HavumenHa 006aseHa CMoUHOCH HA HAYUOHATHUME YCUnus .

10



PaboTHusT nOKyMeHT 3a ciykutenu Ha Komucusra, npuapyxasani bsijiata kKHUra
»3aeqHO0 3a 3apaBe: cTpaTernyecku noaxoa 3a EC 2008—2013“ crimo unentuduuupa

Pb xaro npuoputeTHa o6nacrt.

W3cnenoBaresnckure NPOeKTH 3a PeIKU 3a00JIIBaHUS ce MOANOMAaraT IoCpeJCTBOM
PamkosBute Ilporpamm (PII) na EBpomneiickaTa o0IIHOCT 3a Hay4YHU H3CIICIABAHUSI U
TEXHOJIOTUYHO Pa3BUTHE. AKIIEHTHT BbB BPb3Ka M3CJICIBAHUATA HA PEIKUTE 3200 sIBAaHUS
B PII7 ce mocraBs BBpXy mnpoyuBaHus B Isula EBpoma B o0siacTTa Ha ecTecTBEHArTa
UCTOpPHUA, MATOPU3HOIOTUATA U Pa3pabOTBAHETO HA NMPO(UIAKTUYHM, AUATHOCTHUYHH U

TCPANICBTUYHU MHTCPBCHINH.

[Ipez 2008 1., Oe mnyOIUMKYBaHO OOLIECTBEHOTO JAoNUTBaHe ,Peakure
3200/IIBaHHUA: TPEIN3BUKATEICTBO 3a EBpoma”, xoero mNOoCIyXH 3a H3rOTBSHE Ha

odunmamHo choOIIeHrne Ha EBponeiickara KOMHCHS .
To3u JOKYMEHT aKkIeHTHpa Ha TPU OCHOBHU IIPHUOPUTETA!

O 3acujiBaHE Ha CbhTPYJHUYECTBOTO Mexay mporpamure Ha EC (3a
obmecTBeHO 37apaBeona3BaHe Ha EC, pamkoBHTe Nporpamu 3a Hay4dHH
U3CIEABaHUS U TEXHOJOTMYHO pa3BUTHE, CTpaTerusATa 3a JIeKapcTBaTa
cHpaly, periJamMeHTa 3a IeJUaTpUYHUTE JIEKapcTBa, CTpaTerusara 3a

MOJIEPHO JIeYeHHE, ObJemaTa JUPEKTHBA 3a TPAHCTPAHWYHHU 3PaBHUTE
YCIYTH U JIp.).
o HackpuaBaHe Ha EC-27 B pa3pa0oTBaHETO Ha HAIMOHAIHU 3JIPaBHU

MOJIMTUKHU, KOWUTO Ja TapaHTHpAT PpaBCH JOCThII W HAJIWYHOCT Ha

npodunakTuka, JMarHoCTHKa, JeueHue 1 pexadunuranus 3a auna ¢ P3.

O TapaHTHUpaHC, YC O6H.II/ITC MOJIMTHYCCKU 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
OTHOLIIEHWe Ha PpeakuTe 0OoJsiectu. Bbhnpocu, cBbp3aHM ¢ OpodUIaKTUKATA,
JMarHOCTHKATa M JICYCHUETO HA HAKOM PEIKU 3a00JsIBaHMS Cca YAaCTUYHO 3aCTHIICHU B
pasiMYHM HALMOHAJIHM MPOTpaMU U 3aKOHH, HO 0€3 KOMIUIEKCHO pelleHUe Ha

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

[To oTHOMIEHWE HAa HOpMaTHBHATa 0a3a, B 3aKOH 3a JIeKApCTBATAa W ANTEKHTE B
XyMaHHATa MeIMIHMHA Cca TIPEIU3UPAHU TEKCTOBETE, PETJIaMEHTHpAIIH pPEeKMMa Ha
JICKapCTBEHHUTE MPOAYKTH, IPEIHA3HAYCHH 32 JICUCHUE HA PEIKH 3a00JIIBaHUS WIH T.HAp.
omie ,,JJekapcTBa-cupanu’”. [1o To3u Ha4MH, HOPMATHBHHAT JOKYMEHT € B ChOTBETCTBHUE C
Pernament 141/2000/EC u ¢ Permament 847/2000/EC. Te3u perimamMeHTH IOCOYBAT
KpUTEPUUTE, YCIOBUATA U peda 3a ONpeleNssHe Ha JIGKAPCTBEHUTE MPOIYKTH,
MpeIHa3HAYeHN 3a JMArHOCTHKA, MPOQWIAKTHKA WM JICUCHUE HA PEAKd 3a00isIBaHUS,
KaKTO U YCJIOBHUATA, IPU KOUTO MPUTESKATEIIAT HA pa3pelICHUETO 3a ynorpeda Ha TakoBa

JICKApPCTBO I10JI3Ba U3KIIFOYUTCIIHO I1a3apHO IIPaBO 3a CPOK 6 uimm 10 T'OJWHH.

Ot 18 romm 2005 r. e dpaxkt Hapenda 22 (o6H. JIB. 6p. 62 /29.07.2005 r.), Bnu3ama
B cwia ot 31.12.2006 r. 3a ycrmoBuATa W peaa 3a paspeniaBaHe 3a ymnorpeda Ha
JICKApCTBEHH TPOJIYKTH, MPEIHA3HAYCHH 3a JICUCHUE Ha PENIKH 3a00JIsIBaHUs, U3/1aJIcHA OT

MunuctepcTBO Ha 3/ipaBeomnas3BaHeTo (M3).

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

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

B 3akoHa 3a 3apaBeTo € OT/EICHO CIEHHUAIHO BHUMaHWe Ha ,,] CHETHYHU
U3CIeBaHMsT W TEHETHUYHO 37paBe”, ThbH Karo € OIlCHeHa 3HAYMMOCTTa Ha TE3U
U3CIICIBAHMSI 32 PAa3BUTHETO Ha ChbBPEMECHHATA HayKa, 3a OTICJIHU WHIWBUIHM U TPYNH OT
xopa. PaznmensT pernameHTHpa npaBuiiaTa 3a MPOBEKIaHE HAa TEHETUYHH M3CIIC/IBaHUS, a
3aKkoHa 3a 3alIMTAa HA JIMYHUTE JAHHHM ONpEIENs PpEe3yJNTaTHTe OT T€HETHYHHUTE

HW3CIICABAHMS KaTo ,, JNIHU JTaHHU .

[Ipe3 2004 r. e cp3naneH neHTbP ""PoHA 3a JevyeHue Ha aena' . Toii ochiecTBsIBa
JNEHHOCT MO OpraHM3allMOHHO W (UHAHCOBO TMOJMOMaraHe Ha jaena a0 18 roauHw,
Hy)XJacmuy C€ OT JUArHoCTU4YHU H J1eyeOHn mnmpoucaypu, 3a KOUTO HsAMa YCIIOBHA 3a
u3BbpmBane B bearapus. [1pu ce3gaBanero Ha @oHa ca cboOpa3eHn peaKd MeTabOIUTHA
1 oOMeHHH 3a00JsBaHUS TPU Jela, 32 KOUTO HE ChInecTBYBaT B PemyOnmka bwarapus
CHQLII/I(l)I/I‘IHI/I MCTOAUKH 3a JUArHOCTHKA MU JICUCHUC - HAKOW MUTOXOHAPUATHU 60JICCTI/I,
Hyxkna ot ensumHa u JIHK-gmarnosa Ha mnepokcw3oMHU OOJECTH U 3acsraiu

MEPOKCU30MHOTO OKHCIICHHUC. I[eua C U3KIIIOYUTCIIHO PCAKU Oonectu mMorat Ja C€ I10J3BaT
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ot ¢puHancoBara nojkpena Ha Llentsp "®onnx 3a neyenue Ha aena”. ToBa cTana Bb3MOXKHO
C 0JIOOpEeHHUTE OT MPABUTEICTBOTO MPOMEHH, CBbpP3aHU C JeiHocTTa Ha LleHThpa OT M.
Mapt 2006 r. C usmeHeHusATa ce najae npaBo Ha LleHThpa Aa moamomara ChbC CpelcTBa
JICYCHUETO Ha Jena 10 18-roauiimHa BB3paAcT C HepaspelieHu 3a ynoTpeda B brearapus
nexkapcTBeHn mpoAykTu. C Ta3u MspKa 1€ c€ MOJMNOMOTHE JICYCHHUETO Ha JIela, KOUTO
CTpajgaT OT PeIKH 3a00JISIBaHUS M MPHU KOMTO JICYCHHETO C pa3pelIeHUTE 3a yrnmoTpeda B

bwarapus nekapcTBeHU NPOAYKTHU € 0e3 pe3yirar.

JleyeHneTo Ha MAIMEHTU C PEeIKU OOJIECTH A0 MOMEHTA C€ OCUTYPsIBA OCHOBHO OT
MunuctepctBo Ha 31paBeomnasBaHero 1no Hapenda Ne 34 3a pexa 3a 3amiamiade OT
pemyOIMKaHCKUsST OIOJDKET Ha JICYCHHWETO Ha OBJIrapCcKuTe TPaKIaHW 3a 3a00JIsBaHUS,
U3BBH 00XBaTa Ha 331bJDKUTENIHOTO 3/IpaBHO ocurypsiBane. [1o Ta3u Hapenba ce ocurypsisa
JeyeHue camo Ha XunoguzapeH HaHu3bM, Tanacemus Mmailop, Bpoaenu koarynomnaTtuw,
Oonect Ha ['ome, MykoBucIna03a, ATutacTHdHa aHeMus, XHaTHHOBAa MEMOpaHHa 0ojecT

u O0oJiecT Ha YUIICOH.

HanmnonaHaTa 31paBHOOCHMIYPHTEJIHA Kaca CbILO ydyacTBa B JIEUCHHETO Ha
HSKOM peaku 3abosissBaHust upe3 JjeueHue no Ilporpamu (Hamp. Oomect Ha Kpow,

XUIEPaMOHUEMHUS).

[IpoBexnaHeTo Ha TepamMsaTa CbC CKBIIOCTPYBAIM JIEKAPCTBEHHM IPOAYKTH 3a
HSKOM € >KMBOTONOJIbpXKAllla, Ha JPYrM JaBa IIAHC Ja UMaT MO-A00pO KauyecTBO Ha
KHUBOT, 110-700p0 00pa3oBaHUE U COILMAIHA MHTErpanus. Beopeku ToBa, KIMa MHOXKECTBO
Hepa3pelieHn Npo0IeMH, KaTo HallpuMep OCUTYpsiBaHE JOCTBII 10 HOBU TE€pAK HA PEJIKU
Oosecty, JeuyeHUEe Ha BB3PACTHUTE NAIMEHTH C PEJIKHU 3a00isIBaHUS, OCHUTYpsiBaHE Ha
ONTUMAJIHO KOJIMYECTBO U JO3UPOBKA HA CKBIIOCTPYBAILIUTE MEIUKAMEHTH, ONPEIEIIsIHE Ha

HETPYAOCTIOCOOHOCT ¥ COITHAIIHA PEXAOMITUTAIIHSL.

e QOcHoBHH NPEeANOCTABKM W TCHACHIHHU 3a Pa3sBUTHEC HA TCHECTUYHHUTE

n3cjieABaHuA y HaC

[Tpe3 romum 2000 r. Gemie 3aBBpIICH peACpOIHO TpoekTa “YoBemku reHom”. ToBa
crouTHE BE€aHara IoBJIMA U 1€ OIMPECACIIA IIPE3 HACTOAIINA BEK TCHACHIIMUTE B Pa3BUTUCTO
Ha CbBpEMEHHaTa MEJMIIMHCKAa TEOpUs M MpakTuka. Pa3Buxa ce HOBU HalpaBJICHUS:
TeHOMHUKA, TPAaHCKPUNTOMHKA, MPOTEOMHKA, METa0OJOMHKAa M T.H. 3amoyHa epaTa Ha
nepcoHaIM3MpaHaTa MEAUIIMHA, KOSATO IMOCTaBU HAYyajJoTO Ha MHAMBHUYAIHO JIEYCHHE Ha

BCCKM IMIAallUCHT C OHIpeACIICHO JICKaApCTBO W 1034, C'B06paSCHO C TCHCTUYHUTC
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XapaKTEepUCTHKN HAa MHAMBHJA. [lepcoHanmu3upane Ha JICYEHUETO € €AWHCTBEHHUS MOJIXO
3a TIOBMIIaBaHE Ha e(PEKTHBHOCTTA, e(uKacHOCTTa W (PUHAHCOBAaTa OCTHITHOCT Ha
TepanuATa. To MOXe Ja MOCIY)XM Karo OOEKTHBEH HHIMKATOp 3a KOHTPOJ Ha

panrOHATIHOTO U3Pa3X0JBaHE HA JICKAPCTBCHUTE CPEACTBA.

FpI/I)KI/ITe 3a MaMCHTHUTC C ITCHCTUYHU HpO6JI€MI/I HN3UCKBAT UHTCPAUCHUIITIMHAPHO
ChTPYAHHUYCCTBO MCXKAY CIICHUAJIMCTU OT Pa3IMYHU CICHUAIHOCTH, KAKTO M YYaCTHUC Ha
HEMCIUIMHCKYM  HUHCTUTYLIUHU U CAPYKCHUA. Baxna poJiAa CcC onpeaciss Ha
O6H_[0HpaKTI/IKYBaH_II/I$I JICKAap, YHCTO 3aAbJDKCHHUC MIC 6’L,Z[e PaHHOTO HACOYBAHC 3a

Juardo3a v npocicasiBaHe Ha e(beKTa OT JICYCHUCTO.

Cnopen noknan va C30 ,, [Ipe3 21 Bek 1ie HapacHAT HEUMOBEPHO MEIAUIIMHCKUTE
U3CIIE/IBaHMSI, KOUTO Ca HACOYEHU KbM OOJIECTHUTE MEXaHU3MH U JICUCHUE Ha KJIETHYHO U
monekynHo HuBo (Genomics and World Health, WHO, 2002). B to3u mokmax ca
pasriielaHd OCHOBHUTE TPHUHIIUIN, CBBP3aHN C MEIUKO-TEHETUIHOTO OOCITy>KBaHe, 3a Jia
ObJle MOCTHTHATA ONTUMATHA €(PEKTUBHOCT, €(PUKACHOCT M COIMATHO PaBEHCTBO. Te3um

IMPUHIUIIA BKJIFOYBAT :

(1) CpoOpassiBane ¢ Hy*)aAUTe U UH(paACcTpyKTypaTa (HaJudrue Ha MaTepuanHa 6asa,
NOATOTBEHW KaJpH, OpraHM3alMs Ha 3]paBeola3BaHETO, OOpa3oBaHHE, HAIMYHE HA
pUCKOBH (akTOpH B OKOJHATAa cpena, aJAMHHUCTPATHBHO [EJIEHHME Ha CTpaHara,

KOMYHUKAIINH, TPAHCTIOPT U T.H) IPU KOHKPETHUTE yCIOBUS (IbprKaBa, MOMYyIaIus).
(2) Hanuune Ha anekBaTHa HOpMAaTHUBHA 0a3a;
(3) BeBexkane Ha BUCOKOMH(POPMATUBHU T€HETUUHU WU3CJICIBAHMS.

(4) lupoxo mHpOpMUpaHE Ha 3ApaBHUTE CIELUATUCTH U OOLIECTBEHOCTTa 3a
BBH3MOKHOCTUTE U OTPAaHUYCHUATA HA TEHETUUYHUTE W3CJIEIBaHUS U NMpoduIakTHKaTa Ha

FeHETHYHHUTE 00JIECTH (l'[pOMOI_[I/I}I Ha TCHETHYHOTO 3):(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 WHJWBHUIIM C 1IeJl JICUEHHWE WIM JOPOJOBa OLEHKA HAa TE€HETHMYHUSI PUCK C eI

MpeHaTalHa JUarHoCTUKa.

14



Karo chbliecTBeHM HEAOCTATBUM Cle[Ba Ja ce OTOeNekaT LEHTpaau3aluara Ha
TeHETUYHUTE J1IA0OpaTOpHH NEHHOCTH B bbirapus, HeZoCTaThb4yHATa MPO3PAYHOCT IPH
U3pa3xo/iBaHe Ha (PMHAHCOBUTE CPEACTBA, KAKTO M JIMIICAaTa Ha IyOJIMYHO MyOIHMKYyBaH

pE3YIATAT OT U3IIBJIHCHHUECTO HA Ta3H IIporpama.

IIpe3 2003 r. 3amouHa bbarapckara HauMoOHalIHa HAay4YHa Mporpama
“'EHOMMKA”. Ilpuetute Hay4YHH [POEKTH I[OCIY)KHXa KaTo €JIEMEHTH 3a
pasmmmpsiBane Ha ,,HanmonamHa nmporpama 3a npo(uiiakTHKa Ha HacleICTBEHUTE 00JecTH,

npeapasnosioxkeHus 1 BpoaeHu anomanuu 2000-2005 r.”.

[Ipez 2004 r. MuUHHCTEPCTBOTO Ha 3APaBEOINA3BAHETO IYOJHUKYBa JOKJIAJ
»3paBeTO HAa HAMSATA B HA4YaJ0TO HA 21 Bek”. B TO3u JOKIIan € OlEeHEHa TeXKKaTta
nemorpadcka u 31paBHa CUTyallus B CTpaHaTa. | eHeTUYHUTE U3CIIeBAaHUS MOTaT Jla UMaT
TEXKH MOCIECTBUS U Ja AOBeJaT A0 AUCKPUMHUHAIUS HA OTICIIHA UHIUBUIN U TPYIU OT

xopa.

VYyactHuuu B ,Hanmonamna mporpama 3a npouiakTHKa Ha HacjleICTBEHUTE
Oonectu, npeapasnonoxenus u BpoaeHu anomanuu 2000-2005 r.” ca crieyenuian BaXHH
MEKAYHAPOAHH M HAIMOHAJHM HMH@pacTpyKTypHH mnpoekTH: JlaGoparopusita Mo
MosekynsipHa narosiorus kbM CBAJIAT ,,Maituun nom™ “Monekynna menuuuHa” (FP6-
2004-ACC-SSA-2) xpM 6-Ta pamKkoBa mporpama Ha EBpormeiickusi cpio3, Karenpara mo
menunuHcka reHetuka Ha MY Codus “Mopepen bwarapcku reHOMEH ULEHTBHp 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/IpaBeolla3BaHeTO € MOAMMCAH JIOTOBOP 3a JABYCTPAHHO CBHTPYIHUYECTBO MEXIy MY
Copuss n I'eHOoMHHUS UeHTbp Ha TOKHMICKHS YHUBEPCHUTET, KakTO W JIOTOBOp 3a
CHTPYAHMYECTBO MEXAY KaTeapara IO MOJEKYJIsSpHa IUTOreHeTHKa Ha Tokuickus

MCIUIUHCKU U CTOMATOJIOTUYCH YHUBCPCUTCT U KaTCApaTa MO MCAUIIMHCKA T'CHCTUKA.

Hammonannarta renernyna nmadopatopust U LleHThpa Mo MOJIEKy/IHa MEIUUITHA KM
MY — Codus pasznonarar ¢ MOJAEpHO 000py/IBaHE M YHUKAIHH 3a bbhiarapus poOoTu3npanu
CHUCTEeMH 3a W3BBpPIIBAHE HA Malla0HU JTUATHOCTHYHU H3CIIeJIBAaHUS B oOjacTra Ha
reHoMHaTa quarnoctuka. [lopagu texku nedextn u OpakyBaHe Ha OCHOBHHTE, YHUKATHU
3a OBATAPCKOTO 3/IpaBeoNa3BaHe anmapaT ra3oB XxpomaTtorpad ¢ Mac-CeJIEKUTBEH JETEKTOD
n HPLC — amnonananuzaTop B MOCIEIHUTE 6 Mecela y Hac HE C€ MPOBEXKIa TUarHOCTHUKA

Ha Haj 60 peaku reHeTwuHu Oosiectu. Bee mo-dyecto ce Hanmara w3mpaiiaHe Ha MpoOu B
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qy)KOMHA TP HEU3roJHH (UHAHCOBH YCJIOBUS U pEaTHU PHCKOBE 3a HETOCTaBsIHE Ha
TOYHA JMarHo3a MU TEXKU IOCIEACTBUS 3a CEMEHCTBOTO. , bbarapckara koisema” ce
aHrakvpa Jia J10CTaBM HOB ra3oB XpomaTorpag ¢ mac-ceyekTuBeH aerektop. C rocraBka
Ha arnaparypa, Ipu HAJIMYUETO Ha POOOTH3UPAHU CUCTEMH 3a IIOJrOTOBKA HA MaTepHaIUTe
3a HW3cJelBaHEe, C€ OYaKkBa MHOTO BHUCOKAa €(PEKTUBHOCT M €(UKACHOCT HAa MAaCOBHUS
CKPMHUHT Ha BCHYKH HOBOPOJACHU 32 (DEHUIIKETOHYpHUS M JPYyrd 3a00JSBAHHS, MacOBHUS
CKPUHMHI Ha BCUYKU OpEMEHHUTE M AMArHOCTHKATa Ha PEJIKUTE NeHETUYHH OO0JIECTH Yy
Hac. OCHOBHA TeHACHLUS € 000pyJBaHE Ha T€HETHMYHHUTE JJAOOPAaTOPUM ChC ChbBPEMEHHA
JIMarHOCTUYHA amapaTypa C IPUOPUTET Ha YHUKAIHATa 3a OBJITapCKOTO 3/[PaBEOIIa3BaHE

amaparypa.
e HaunuoHaTHM CKPMHUHT NPOrpamMu

BbBexkgaHeTro Ha MacoBUTE€ CKPUHMHI-TIPOIpPAaMU € IIPOMEHWJIO CBIIECTBEHO
oTHomeHuero moisu/cpeactsa (10-20:1). Ilo-Bucoka € e(deKTUBHOCTTA HAa OHE3H
CKPUHUHT-TIPOTpaMH, KOUTO Ha TMpaKTHKa C€ pealu3upar KaTo TMporpaMu Ha
00LIECTBEHOTO 3/paBeona3BaHe U BU3HMPAT ,,KpailHUs IPOAYKT , T.€. II'bJIHA pealn3alus Ha
MHAVBUAYaAJIHUTE 3a710K0M Ha 3acerHaTUsl MHJMBUJ, a HE CaMO YMCTBEHO U (PU3UYECKO
pa3sBUTHE TMOAOOHO Ha 3paBUTe BPBCTHULHU. TepameBTUYHOTO TMOBEIEHUE TIpe3
nociaeaure 10 roguHu € arpecMBHO M MaKCUMAaJIMCTH4YHO. TO M3UCKBa CHAEHUCTBUE OT
CTpaHa Ha CEMEWCTBOTO, CaMUs MHAMBHJ M COLlMAlIHaTa cucreMma Ha oOuiectBoTo. Camo
TakKa, OT MOTpeOduTeN Ha OPYTO CoLMaIeH MPOIYKT, JAellaTa ¢ BPOAEH XUIIOTUPEOUAU3IBM U
TEXHUTE CEMEHCTBa ce MpEeBpBLIAT B Ch3JATeNM Ha Oyiara M ca HANMbBIHO HHTETPHUPAHU

YJIEHOBE HA OOLIECTBOTO.

IIpu nwan 20% ot Malikure C Jeua C OTKJIOHEHH pEe3yJATaTH OT THUPEOUIHUS
CKPHUHUHTI CBIIO C€ YCTAHOBABAT pPa3JIMYHU 11O CTCIICH U XapPaKTEP TUPCOUTHN OTKIIOHCHUA.
Pannara um auarHosa, JiedeHUWE W/WIM TPOCIEAsBaHE € OT BaXXHO 3HAYEHHUE IMpH

CBCHTYAJIHA CJICABAIlla 6peMeHHOCT.

Hanuuuero Ha #oneH neduUMT MOBMIIABAa 4YECTOTAaTa TJIABHO Ha MPEXOAHUTE
dbopMu Ha BpoAEH XHUMOTUpeouaAn3bM. OcoOeHO HEONAarompusiTHO € ChUETaHHUETO OT
NEpUHATAIHOTO MpUJlaraHe Ha HOJ ChIbpXKAIM Je3UH(EKTaHTH U HOJAeH IeUIHT.
Bearapus mpez 2005 Oe mnpoBb3riaceHa 3a elHAa OT CTPaHUTE JMKBUAUpana MHox-
nedunuTHUTE 3a00J5BaHMUs KaTO MpoOJeM Ha OOIIEeCTBEHOTO 37paBeorna3BaHe. Bee ore

obaue, BpIpeku mpenopbkure Ha International Council of lodine Deficiency Disorders
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(ICCIDD), e pasmpocTpaHeHa NpakTHKara 3a IEpHHATaTHO MPUIOKEHHE Ha HOx
ChIbpXKAIM JIe3UH(EKTaHTH. B nepcrnexkTuBa, eIMMUHUPAHETO UM, OCOOCHO IIPU MalKH C
U3BECTHU ABTOMMYHHU TUPEOMIHHU 3a00JsiBaHMs, OM JIOBEJIO 10 OLIE MO-3HAYUTEIIHO
OrpaHHMYaBaHE Ha IPEXOJHHMS BpOJEH Xunorupeonau3bMm. IloHacTosIeM ocHOBHaTa
OpUYMHA 3a TPEXOoJHUTe (GOpPMH Ha BPOJACH XHUIOTUPEOMIU3IBM Ca ABTOMMYHHUTE

TUPEOUTHY 3a00IsIBAaHMSI PU OPEMEHHHUTE.

Hanuonannara HeoHaTaJlHa THPEOHWJAHA CKPUHUHI TNporpama Oe¢ BbBEACHA
npe3 1993 r. karo ABycTpaHeH ObIrapo-IIBeHIIapCcKu MPOEKT B Y HUBEPCUTETCKATa AETCKA
6omanna Codus 1Mo WHUIMATHBA HA TEAHATPH-€HAOKpHHONO3U. llpum cwrOupaneTo Ha
npoOUTe ce HM3I0J3Ba ChIIECTBYBamaTa Joructuka 3a Qenuwaketronypus (DOKVY). Upes
ChbBMECTHHTE ycuins Ha ckpuHuHT-ekuna B CBAJIJIb ¢ Heonarono3ure oT 1saara crpaHa
00XBaIllaHETO HAa HOBOPOJCHUTE CE€ TMOBHIIU APACTUYHO M JOCTHTHA TpaiHO 96-97%.
M3nbinsBa ce Ha 6aza CbAJIIb Codus u 10 MOMEHTa, KaTo ca Cla3eH!u BCUYKHU OTACIIHU
eTany, TrapaHTHpallyd TsIcHaTa oOpaTHa BpB3Ka Ha JabopaTopHAaTa KOMIIOHEHTa C
KIIMHUYHATa CUCTEMa Ha MpocielnsBaHe Ha jedeHueTo. M3rpanena e Hamuonanna Mpexa
OT CIENHAINCTH, MOANOMAraiy paHHoTo jedyeHue. Hamuue ca cienHurte pe3ynaTatu c

PCATTHHA IOJOXKUTCIIHUA MOCJICACTBUA HA 3aCCTHATUTE JI€LA U ceMeicTBa:

Hpe)IOTBpaTeHI/I Cca MHOI0 HCHYXXHH XOCIUTAIM3allWKW, WU3JIMIIHW ITbTYBAHHA Ha
ceMencTBaTa A0 OCHTBHpa B CO(i)I/IH, KaTO € OCUTYPCHO HOPMAJIIHO YMCTBCHO PA3BUTHUC HaA
Hanqg 300 Acha € BPOACH XHUIIOTHPCOUAU3BM. Taka ca pealm3rupaHu U aJallITUPpAHU KbM
OBJArapcKUTE YCIIOBUS IMPENOpPbKUTE Ha MEXIyHapoIHOTO IpPYKECTBO 3a HEOHATaJeH
ckpunuar (ISNS “International Society for Neonatal Screening) 3a uenTpamusupanu
J'Ia60paTOpI/II/I 3a CKPpHUHUHT (HpeI/IMyHleCTBaZ HUCKHU Ppa3xoJy, HATPYIIBAHC, 3alla3BaHC H

npeaaBaHC Ha CKCIICPTCH OHI/IT).

HTC-nporpamata € Bak€H KOMIIOHEHT B CHCTEMara OT WHJAMKAaToOpu 3a
MOHHTOpHpaHE Ha e(eKTa OT IPOBEXKIaHATA MpodunakTuka Ha W], Thit-kato 3acara 97%
OT TIOMyJalusATa HAa HOBOPOJCHUTE B cTpaHaTa. 103W ,,MOHHTOpP~ € pa3paboTeH W ce
npuiara cucteMHo oT 1997 3a oueHka Ha HoxHus BHoOc. llpn MexayHapoIHUsS OOUT OT
ctpana Ha ICCIDD B bovarapus npe3 2003, 6e nmonyueHa BUCOKa OIEHKA 32 a/1allTUPAHETO
Ha HTC kato cpenctBo 3a MOHUTOPHpPAHE MPH YCHIIMSTA 3a MOCTHUTAHE HA YCTOMYMUB
KOHTPOJ Hajx Hoxa-gepuuuTHUTE 3a00isBaHUsA. BBBEAECHUAT CENEKTUBEH THPEOUJIEH

CKpUHUHT Ha MaMKuTe Ha Aclarta C OTKJIOHCHHA OT MACOBUA TUPCOUJICH CKPUHUHI' BHB
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BPB3Ka C IMMO-4€CTO CpCIIallIUTEC CC IIPU TAX 3a00JIIBaHUs Ha IMUTOBUIHATA KJIC3a, Pa3pClIn

Auar"os3ara v JICUCHHUCTO Ha JOTOraBa HEPA3NNO3HATH IIUTOBUAHU 3a00JIIBaHUs.

[Ipe3 2002 roaunHa € peaau3upaHo MUJIOTHO MPOYYBAHE 32 Ch3/JaBaHE HA HOPMHU 3a
17 —OH nporectepoH B 3aBUCUMOCT OT TEIJIOTO W TeCTallMOHHATa BB3pPAacT — €IHO OT
HEOOXOAUMUTE TPEABAPUTEIIHU YCJIOBUS 32 BBBEXJAHE Ha MAacCOBHS HEOHATAJIEH

CKPUHUHT 32 21-xuapokcujiaseH aeQuumr.

Ot 2004 ronvHa € mpUET ChBMECTEH MPOEKT Mo JUHHUS Ha bbirapo-baBapckoro
CHTPYIHUYECTBO IMpPEAsioKeH OT ceKTop ,,CKpUHUHT U (YHKIMOHATHA EHIOKPHUHHA
nuarHoctuka” CBAJIJIb nacouen kbMm ,,Ontumusupane Ha HTC u cb3gaBane Ha
SHJIOKpUHHA KIMHUKA 32 €AHOJHEBEH OOJHWYEH MPECTOW 3a MoJoOpsBaHEe HAa paHHATA

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

Jleuennero Ha Bcuuku nena ¢ PKY, BI'O, vax 50 aena u 10HOIIN ¢ XOMO3UTOTHA [3
TajacemMus € cbepenoToueH B paznuunute 3BeHa Ha CBAJIJIb (oTaenenue mno reneruka u
TajnaceMuyeH 1eHTbp). Crnenuanuctu oT ApyruTe reHeTUyHu jaboparopuu BbB BapHa u

IInoBmuB ca YCBOWJIM CHIIO CbBPEMCHHH JUAHOCTUYHU TEXHUKHU Y HAC U B LIy)K6I/IH8..

ITo-ropHaTa akKTMBHOCT Ha T€HETUYHHTE J1a0OPaTOpUU MO3BOJISIBA MOJIbPIKAHE HA
KOHTAaKTH € BOJEIIY JJabOpaTopuu B 4yKOMHA U CIIeNHAIN3alusl Ha MIaJU KaJpH, KOETO €

IpeocTaBKa 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 Cupamm (MHOPBJIC) - 1nbpBaTa W €IUHCTBEHA
M3TOYHOEBpOIIeiicka oOpa3oBarenHa U WH(OpPMAIMOHHA YCIIyTa, TTOCBETEHA HA MAaIlUeHTH,
acoIMand W MEIUIUHCKH CIEIUATUCTH, WHTEPECYBallld C€ OT pPEIKuTe OOJeCTH |
nekapctBara-cupan. ULPBJIC e npoekT u m3nbiaHeHne Ha beiarapckara Acoumanus 3a
[Tpomornnst Ha OOpa3oBanne M Hayka — HEmpaBHUTENCTBEHA OpraHHU3aIUsl C HECTOMAHCKA

1IeJ1, perucTpupana cbriiacHo pasnopenodute Ha 3FOJIHL B bearapus npes 2003 r.

OduchT Ha HEHTHPHT ce HaMHUpa B YHUBepcUTeTcka OonHuna ,,Cs. ['eopru” B rpaj
[TmoBAMB M € HaBITHO 00OPYIBAT ChC ChBPEMEHHA TEXHHUKA M YCIIOBHS 32 TIPOBEKIAHE Ha
pabotau cpemu. OcHoBuuTe QyHkuu Ha MIPBJIC ca mpegocraBsHe HABJIHO OE3ILIATHO
Ha MH(OpMaIUs 3a peIKku 00JeCTH, CleNUATM3UpaHn KIUHUKH, TabopaTopun B EBpomna u
CBETa, OCBHIIECTBSIBAHE HA KOHTAKTU MEXJy BOJEIIM CIEUUAINCTH, JIEKyBallly JeKapu U

MAIlMEHTH; Ch3aBaHEe U MOJIbpXKaHE Ha MYITHE3UKOB MHTEPHET CalT ¢ MH(OpMAalMOHHA
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u oOpaszoBatenHa men (Www.raredis.org); opraHusupaHe Ha paOOTHH CpeUld H
KOH()EPCHIIMH;, YCTAHOBSBAaHE HA KOHTAaKTH C HAyYHU U MAIMEHTCKUA OPTaHHU3AIMH OT
bearapus u EBpomna. Bceska meaunuucka wim 3npaBHa uwHbopmanus B HIPBJIC
(www.raredis.org) e moAroTseHa oT KBaJH(pUIUPAHH CICIHATUCTH ChC 3aBbPINCHO BUCIIIE
MeIMIUMHCKO oOpa3oBanue. MHpopmanusaTa ce mpeaocTaBs ¢ Ied Ja JOMbIHM, a HEe Ja
3aMEHH B3aUMOOTHOIIIEHUATA CHIIECTBYBAIM MKy MAIIMCHTUTE-TIOCETUTENH HA [IEHThPA

N TCXHUSA JIMYCH JICKap.

HUnghopmayuonen Llenmvp 3a Peoku bonecmu u Jlexapcmea Cupayu € moco4yeH
KaTO OCHOBEH M JIOCTOBEPEH M3TOYHUK Ha MH(popManus 3a penku donectu B bearapus na
WUnrtepner caifta Ha EBpomeiickara komucus — Jupekuuss OOIeCTBEHO 31paBe
(http://ec.europa.eu/health/ph_threats/non_com/rare_9 en.htm), u e mObIHOIpPaBEH
NapTHHOP B 2 TOJEMH TEKYIIM €BPOIEUCKH MpoekTa, (uHaHcupaHu oT EBpomeiickarta
W3MBJIHATEHA areHIus 1o odmectBeHo 3apase - npoekt ORPHANET (2006-2009, o61mro
¢unancupane - 1.3 mumona espo) u European Project for Rare Diseases National Plans
Development (EUROPLAN) (2008-2010, o610 ¢urancupane - 1.1 Munrona espo).

IIpes 2007 r. B bwarapusa ce yupenu Hayuonanen anuanc na xopama c peoxu
oonecmu (HAXPB), kONTO € CBBP3BAILIOTO 3BEHO MEXJ]Y XopaTa ¢ peiKu Ooyectu H
OOIIIeCTBEHO3/IpaBHAaTa CHCTEMa, KaTo 3allluTaBa OCHOBHOTO YOBEIIKO IIPaBO Ha

CbBPEMCHHA U PABHOIIOCTAaBCHA MCUITNHCKA I'PUIKA.

B bwarapus, kakTo M B IOBEYETO CTPAaHU II0 CBETA, IALUEHTUTE C PEAKHU
3a0055BaHMsl NPEACTABIABAT €JHA Ipyla C MHOMKECTBO Hepa3pelleHH NpoOIeMu OT
MEAMIIMHCKO U COLIMATHO €CTECTBO, KOUTO OCTaBaT HEM3BECTHU U CKPUTU OT OOIIECTBOTO.
Te3u xopa ca ysA3BUMHU U JUCKPUMUHHUPAHU, ThI KaTO € HApYyLIEHO €IHO OT OCHOBHUTE UM
YOBEUIKM IIpaBa, a MMEHHO IPaBOTO Ha JOCTHII A0 aJ€KBaTHA MEAMIMHCKA MOMOILI U
uHpopManus 3a TAXHOTO 3abonsBaHe. [IpobimemuTe Ha manueHTa ¢ pAAKO 3aboisgBaHe
peduieKTHpaT BbPXY HETOBUTE OJM3KU, IPEBPHIIAT B MPOOIEMHU Ha ISUIOTO CEMEICTBO, a

OT TaM ¥ Ha IISUIOTO OOIIECTBO.

Hy:xnara or cb3gaBaHe HA eIMHHA HAIMOHAJIHA NOJMTHKA MO OTHOIIEHHE
NPOoPUIAKTHKATA, ITHATHOCTHKATA, JIEYCHNETO U PeXaduJIuTANMATA HA NALMEHTHUTE ¢
peaKH 3a00JIABaHUS CTaHA MPUYMHA 32 MOATOTBAHETO HA HacTosimaTta Hanmonanna
nporpaMa 3a peaku 00JieCTH, CbIVIACHO ChbBpPeMeHHHMTe Hacokum Ha EBpomneiickara

KOMUcCus.
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1. Hen

I_le.n Ha HporpaMaTa € Cb3JJaBaHC Ha aACKBaTHAa HMHCTUTYHHOHAJIHA paMKa H

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

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

MapopMaIiiv ¥ HeHACJICICTBEHH 3a00siBaHus ) B bbarapusi.

[11. IIpuopurern

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

ch3aaBaHe Ha HarpoHnaneH perucrsp.

. Hono6p;1BaHe HpO(i)I/IJIaKTI/IKaTa Ha PCAKHUTC 00JIECTH C TeHETHYHA OIpCACIICHOCT 4YpE3

pasmrpsABaHC Ha CKPUHHUHI'OBUTC IIPOrpaMu.

. [lomoOpsiBane mpoduiakTUKaTa W JUATHOCTUKATA HA PEAKUTE OOJECTH ¢ TeHETHUYHA
ONPEAEIIEHOCT Ype3 BBBEKJAHE HA HOBU I€HETHUYHH TECTOBE, NCLUECHTPAIM3UPAHE Ha
naboparopHara JEHHOCT W OCUTYpsIBAaHE Ha YJIECHEH IOCTBI 0 METUKO-TeHEeTHYHa

KOHCYJITallus.

. aTerpupan  moaxox mpM TpHIaraHeTo Ha NpoduiIaKkTHKaTa, JIWAarHOCTUKATa,

JICYCHUCTO U CoNHaIHaTa MHTETpalrd Ha MAIUCHTUTC U TCXHUTC ceMeiicTna.

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

JUAarHoCTuKa u HpO(I)I/IJ'IaKTI/IKa Ha PECAKUTC OoJrecTH.

. HpquBaHe Ha H606X0}II/IMOCTT21, BB3MOXHOCTTa M KPUTCPUUTEC 3a Cbh3JJaBaHC Ha

pedepeHTeH IEHTHP 3a peaKku 0onecTn Ha PYHKITMOHAJICH NMPUHIUT B bbarapus.

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

0oJecTH ¥ HAUMHUTE 32 TAXHATa MPODUIAKTHKA.
. [logkpena u cerpynanuectBo ¢ HITO u acorumarnuuTe Ha MAIMEHTH C PEIKH O0IeCTH

. Tsacna xomabopauusi ¢ JOpyruTe CTpaHU-WIEHKH Ha EBpomeickus cbio3, HMaIu
OTHOILICHHE KbM IIeJITa Ha mporpamara u ¢ ExcriepTHara rpymna rno peaku 0ojJecTd KbM
Henaprament 3a O6mectBeHo 3npaBe u 3amuta Ha Ilotpeburenure — EBpomeiicka

KOMUCHSI.

20



V. IlesieBu rpynu

Hammonamnata mporpama 3a  penkure OosiecTH  (T€HETHYHH, BPOJCHH
Maidopmanuu 1 HeHacaeacTBeHu 3adossiBanus) 2009-2013 akneHTupa BbpXY CICIHHUTE

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

e PuckoBu cemelicTBa 3a paxkaaHe Ha JACTC C TCHCTUYHU HpO6JICMI/I (Hpe,Z[I/II_HHO

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

2. MeaunuHcku cOeluanyucT OT BCUYKHU CIIEIMATHOCTH U HUBA Ha 3ApaBHaTa CUCTCMA,

AHTraKUpaHu C U3ITBJIHCHHUETO HA IIporpamMara

3. HempaBurencreenu opranuzanuu (HIIO) B ob6nmactra Ha penkute Oonectn
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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 OojecTd (TEHETHYHH,
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 MMHHMCTBpa Ha 31paBEONa3BaHETO M €€ PBKOBOAU OT
[Ipencenarein ¢be CIENUAIHOCT IO COLMAIHA MEAUIMHA U 3paBEH MEHUUKMBHT, II0COYEH
oT Munuctbspa. HKCPB usrorss IlpaBunnuk 3a cBositTa I€HHOCT, OCHOBAH Ha 3aJI0KEHUTE

B [Iporpamara npuoputeT u 1eHHOCTH.

MuHucTepcTBO Ha 3apaBeona3BaHeTo
M3anbnHuTenHa areHUMs no nekapcTea
HaunoHanHa sgpaBHOOCHIypUTEnHa Kaca

HaunoHanHu
KOHCYNTaHTU U
Hay4Hu gpyxecTBa

HauwoHaneH
KoHcynTtaTtuBeH
CbBeT 3a
Penku Bonectun

HaunoHaneH perucCTobp Ha nNnauneHTuTe C peaku 6onecTtu

HaunoHanHaTta mpexa
OT nHpopmMaLMOHHO-pedepeHTHN KabuHeTn No peaku GonecTm

JAunarpama 1. UHCcTUTYyHMOHAJIHA paMKa 32 u3NbJIHeHue HA HaunmonasHara nporpama

3a peaKu 0oJiecTu
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CocrasbpT Ha HKCPDB € nmocTosiHeH U BKIIFOYBA:

a) HAallMOHAJIHXU KOHCYJITAaHTH W/ U CIICHUAJIMCTH T10 OCHOBHH IIPUOPUTCTHU Ha

porpamMara;

6) NpEeACTaBUTCIIM Ha AbPXABHU HWHCTUTYLIMH, HWMallld OTHOLICHHWEC KbM

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

B) IIPEJCTABUTEINN Ha MAIIMEHTCKHA OPTaHU3aIUH 32 PEAKU OOIECTH.

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

KOHCYJTAHTH

[To waunmatuBa na HKCPB, kbM HalMOHATHUTE KOHCYJITAHTH 10 OTAEIHU
MEIUIMHCKN CHELUUATHOCTH ChC ChACUCTBUE HAa MEIMLMUHCKUTE HAy4YHHU JPYKECTBA B
bearapust ce cb3gaBar ekcneptHu rpynu, kouto mnpennaratr Ha HKCPB cnuchk Ha
aKTyaJqHu 3a bbiarapusi penku 0ojiecTd OT ChOTBETHaTa MEIMIIMHCKA CHEIMATHOCT. 3a
BCAKO TPEIIOKEHO 3a00JsBaHE, T€ HM3TOTBAT OOOCHOBKA CHITIACHO Me(PUHUPAHHUTE TIO-
JIOJIy KPUTEPUH, KAKTO M CTAHAAPT 3a TEXHMUS KIMHUYEH MEHUKMBHT, OCHOBAH Ha Hail-

HOBUTE MOCTIKEHUS U T00pU MPAKTUKK B METUIHATA.
Kpurepuure 3a npeiarane Ha peiku OOJECTH:
e Paaxoct (6onectHoct moxa 5 Ha 10 000 yoBeka)
e KnunuuHa Texect
e (remneH Ha yBpeaa
e VYCTaHOBEHU CTaHAAPTHU 3a TUArHO3a, JICUCHNE U PeXaOuIuTaIus

e Hammune Ha omobpeHo ot EBporeiickata JiekapcTeHa areHIMs JIEKapCTBEHO
CPEJCTBO-CHpaK WM JPYro JIEYEHHE, CHILECTBEHO IMOJ00pSABALI0 3IPABHOTO

CBHCTOSIHUE Ha MAllUEHTUTE
e Pas3xon-moisa ot JeueHue

[Ipy HEOOXOAMMOCT, HAIMOHAIHWUTE KOHCYITAHTH W EKCIIEPTHUTE KOMHUCHUHU
OCBUIECTBSIBAT KOHCYJITAaTUBHA JEWHOCT WU IO APYTHM BBIPOCH U JEHHOCTH, CBBP3aHU C

nernocrra Ha HKCPB.
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3. Cb3naBane Ha HanuonaisHa wmpexa oT HHPpOPMAUMOHHO-PedePEeHTHH

Ka0UHeTH N0 peaku 00J1ecTu

HannonaneH KOHCynTaTWBEH CBBET 3a peOKd OojecTH KbM MMHHCTEPCTBO Ha
3[paBeona3BaHeTO NpeaIara HeoOXOIMMUTE KPUTEPHU 3a KOHKYpC 3a M300p Ha Je4eOHM
3aBeJICHHs, KbM KOUTO Jla c€ Ch3aanar oomo 6 umHpopManuoHHO-peepeHTHH KaOMHETH

0 pe/IKK OOJIECTH Ha TEPUTOPUSTA HA CTPAHATA.

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

pBbKoBojieHa U koopauHupana oT HKCPB.

OuakBaH IIOTOK Ha MAalUCHTUTE C PCAKHU OoJsiecTH U OopraHu3anysa Ha HCOHATAJIHUA

CcKpuHUHT B bparapus ca npexncraBenu Ha J{uarpama 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

Hamuonannara Imporpama 3a pCaKu 6OJ'IGCTI/I;

o Ocwurypsia ¢yHKIHOHMpaHe Ha HaluoHaNIHHS PErucTBP 3a PEeaKd

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

o Hpe,[[OCTaBSI JAaHHU 34 IIJIAaHUPAHE Ha PCTUOHAJIHO U HAITMOHAJITHO HHUBO.
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A)

EKcnepTHU LieHTpoBe
3a npocmnakTuka, AMarHoCcTuKa,

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

HauuoHaneH peructsbp Ha
nauueHTM ¢ peaku 6onectu

HauuoHanHaTta mpexa
OT UH(POPMaLIMOHHO-pedePeHTHU KaGMHeTH No peaku 6onecTtu

t t t

PecrepeHTHU

LleHTPOBE U MpPexu PedhepeHTeH LeHTBLP

OGU.IOﬂpaKTI/IKYBaLI.I. J'IeKap cneuvanucT BonHu4yHa nomMmolLy
nekap
HaceneHue

B) HeoHaTtaneH TupeonpeH CkpuHuHr (HTC)

MacoB CKPUHMHT Ha

— 3-5 fgeH
/ BCUYKM HOBOPOAEHU

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
eHAOKpUuHoOnor l
MpeoueHka Ha cnea2r.
JgmarHosarta Bb3pact

JMuarpama 2. O4akBaH NOTOK HA MANMEHTHTE C peAkH O0osiecTH (A) U OpraHu3anus

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

o PazmpoctpansiBaT ¥ u3nbiaHsIBaT no Msacto nporpamute Ha HKCPB,
BKJIIOYMTETHO HAIIMOHAIHA KaMIIaHUs 3a 3all03HaBaHe Ha OOIIECTBOTO C

penkure 00JIECTH U HAYMHHUTE 32 TSIXHATA MPOPUIAKTHKA,

©) Pe(bepeHTHI/I TOYKH 34 HACOYBAaHC Ha IMAalMCHTHU C PCIAKHU oosectn OT
MCEIULMHCKUTC ClicuaJIuCTH1 oT I[O6OJ'IHI/I‘IHaTa u OOJIHHMYHA

MEJIULMHCKA IIOMOLL;
o Pernonanno 3seHo Ha HaumoHnanHus peructsp 3a penku 00yecTy;

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

0oJiecTH;

@) CT)3IlaBaH€ U [IOAABPKAHEC Ha JIOKAJIHHW PCEruCcTpyu Ha KIMHUYHU
IIpoy4uBaHHAd HA PCAKU 00JIeCTH B CHOTBCTHUTE MCIUIMHCKH q)aKy.HTeTI/I

M 3aBCIACHUA OT OoIHUYHATA IIOMO1II,

(@] C’bSI[aBaHe U TOAABPIKAHC HA JIOKAJIHU PETUCTPU C HAJIUYHUTC B

peruoHa IMarHoCTUYHU TECTOBE 3a PeKH 00JIeCTH;
o Bpb3ka c uzrpanenata u GpyHKIHOHHMpAIla CKPUHUHIOBA MPEXKa;

o Iloagmomarar PErUOHAJIHUTE 3aBCACHUA 34 OOJIHMYHA nmoMoIr 4pe3
npeaAOoCTaBAHC HA KIIMHUYHH HNPOTOKOJIHW W CTAHAAPTH 3a JICUHCHUC HaA

penku 6oiectu;

o Iloanmomarar u o6yuyaBaT OOIIONPAKTUKYBAILIKUTE JIEKAPH;

o IloBumanar I/IH(bOpMI/IpaHOCTTa Ha MaluCHTH, JICKApU U O6IJ_ICCTBO 3a

penxure 0oyiecTu;

o llogmepkane Ha TACHA Bpb3Ka U KoJabopauus € OCTAHAJINUTE

pedepeHTHH KOHCYATAaTUBHU KaOMHETH.

4. Cwb3naBane Ha HanuoHa/ieH perucTbp Ha NAIMEHTH € PeaKH 00J1eCTH

VYcnoBusita U peabT 3a perucrpaius, o0OpaboTka M ChbXpaHsSBaHE Ha JAHHUTE B
HAI[MOHAJHUAT PETUCThP Ha MAIMEHTU C PEAKH OoyecTu ce ompenesaT or HanuonamHus

KOHCYJITaATUBCH CBBCT 3a PCAKU 0oJIeCTH KBbM MI/IHI/ICTepCTBO Ha 3JpaBCOIa3BaAHCTO.
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PeructepbT ce pasmonara B Je4eOHO 3aBefeHUE, U30paHO ¢ KOHKYPC U ce 00CIyXBa OT 3
CHELHAIUCTH, OT KOUTO | Jiekap M 2 TEeXHWYECKH Juia. 3a chOMpaHe Ha MbPBHYHATA
enuAeMHONIOTHYHAa HMH(OpMalMs Cce HU3MOI3Ba ydeTHa JOKyMEHTalus, MOATOTBEHA U
yrBbpaeHa or HKCPB. Undopmanusara B perucrbpa ce ocurypsiBa OT MHGOPMAIIMOHHO-
pedepeHTHUTE KOHCYATATHBHU KAOMHETH TI0 PEAKU OOJIECTH ¥ OOMEHS eMUACMHOIOTHYHU
naHHU ¢ HamumoHanmHus HEHTHp MO 3ApaBHAa WHopMaiusa. B perucrspa ce BKIIOYBAT
HO30JIOTUYHUTE €AMHULIM OT HaluoHamHMS CHOUCBK C peAKd OOJIeCTH, CBH3OAAECH U
akryanuszupad oT HKCPB. PerucrbpbT cna3Ba BCUUKM 3aKOHOBU WM3MCKBAHMS 3a 3alUTa

Ha JIMYHUTC JaHHU.
OCHOBHHU 1I€TTU HA PETUCTHPA ca:

e (CnOupa, o00OwaBa M MpPeNOCTaBs EMUIEMHOJIOTMYHA HHPoOpMalus 3a

3a00J1eBaeMOCTTa M OOJICCTHOCTTA OT peKH Oosiect B bbirapus;

L4 HOI[HOMaFa I/I3pa6OTBaH€T0 Ha JUArHOCTUYHU U TCPAIICBTUYHHU ITPOTOKOJIHA

U CTaHJApTH 3a JIeYEHHUE Ha peaAKuTe 00secTy;

e [loanomara M3, MTCII u H30K npu miaHupaHe M OCUTYpsIBaHETO Ha
CKBIIOCTPYBAILO JICYEHUE U MEAMLIMHCKH TPHXKA HA MALMEHTUTE C PEIOKU

OorecTH;

L4 HO,Z[06p51Ba B3aUMOJEUCTBHUETO MCKAY 3paBHATa cny>I<6a U MAaIUCHTCKHUTC

acolualuu,

L4 HpeﬂOCTaBH u HY6J'II/IKYBa JaHHU 3a IIJIaHUpaHEC W CPABHCHUC Ha

PEruOHAIHO U HATUOHAJTHO HUBO.

5. IlopoOpsiBaHe HA NMPOPUIAKTHKATA M JUATHOCTHKATA HA PeAKUTE TeHETHYHU

00J1eCTH, IPEAPA3NOJIOKEHUs U BPOJAeHU AHOMAJTUH

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

0oJiecT, IPeIPa3noI0KEHUS U BPOJCHH aHOMAJIHH.

5.1.1. TlpoBexxnane Ha MacoB HEOHATAJIGH CKPUHUHT 3a BPOJICH
XUIIOTUPEOUIU3bM C OYaKBaHO TOAMINIHO HapacTtBaHe c¢ 2-4000

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

C TOJUIITHO HapacTBaHe Ha HOBOpojieHUTe oT 2-4000 HOBOPOI€HH;

5.1.3. Pa3mupsBaHe Ha MOCTHATAIHU €HAOKPUHHHU CKPUHUHTOBU MPOrpaMu

C BBBEXK/JIaHE HA CKPUHUHT 32 2 1-xuapokcunazeH aeuut cien 2009 r.;

5.1.4. IlonroroBka Ha KaJpu 3a HYXKIUTE Ha MEIUKO-TEHETUYHO
KOHCYATHpaHe, choOpa3eHa C W3UCKBAHMATA Ha EBpONEHCKUs CHIO3, B

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

5.1.5. AxryanusupaHe Ha ACMCTBAIIOTO 3aKOHOJATEIICTBO U M3JaBaHE Ha
METOJIMYHO YKa3aHHWe, MPeIHA3HAYeHO 3a: OOIIONMPAKTHUKYBAIIU JICKapH,

AKYIICP-TUHCKOJIO31U, HCOHATOJIO3U U IIECAUATPHU, KOCTO J1a CbAbpiKa:

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

KPBBHHTE IPOOM Ha HOBOPOJICHUTE;

L4 HpOTOKOJI 3a MpPOCICAIBAHC U KOHTPOJ Ha JICUCHUC HA OTKPUTHUTC

10 CKpMHHHI'a TAUCHTU.

5.2. Pa3u11/1p${BaHe Ha JUAarsoCTukKara Ha rcHCTUYHUTC oosectn Ype3 BbBCIKAHC HA
HOBH MCTOJM 3a AJUAarHoCTHKa H Tpchcbep Ha TCXHOJIOTMM B TI'CHCTUYHHUTC

naboparopuu

5.2.1. PasmupsiBaHe Ha TOCTHATAJTHHS CEJEKTHBEH METAa0ONHUTEeH U

CH3UMCH CKPUHUHT,

5.2.2. PasmmupsaBane Ha noctHaranHata JJHK nuarHoctuka Ha pazmuuHu
MOHOTEHHH OojiecTH M TpaHc(hep Ha TEXHOJIOTHH B JPYT'H TEHETHYHHU
mabopaTopu - MYKOBHCIIM03a, OeTa-TajacemMus, CIMHAJIHA MYCKYJIHa
aTpodust, MyCKyJTHH JucTpopuu, 6onect Ha YuichH, Xemopmmus A u b u
Ap;

5.2.3. TlpoBexxmaHe Ha IOCTHAaTaJllHA ITUTOTCHETHYHA JHWArHOCTHKA Ha
XPOMO30MHH 0OJIECTH, Ha 37JpaBU POACTBEHUIIM OT IIbpBa CTEIICH Ha Jela ¢
XPOMO30MHA, PAa3IIUPEHO M3CIICABAHE 32 OTKPUBAHE B PUCKOBHU (aMIIIUU U
Ha JIpyrd 37ApaBH JIMIA, HOCHTEJICTBO Ha OalaHCUpaHU XPOMO3OMHHU
MU3MECHEHHsI, UTOTEHETUYHO H3CIIEIBaHE Ha JBamMara HapTHBOPH INpenu

MaHHMITYJIAI|H 32 iN Vitro orioxmane;
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5.2.4. Meauko-reHETUYHO KOHCYJATHUPAaHE Ha BCHUYKHM M3CIEJIBaHU

nannucHTU.

5.3. HO,I[O6p$IBaHe Ha JUAarHoCThuKara Ha YMCTBCHATa HM30CTAHAJIOCT YpPE3

H3I10JI3BaHC HAa HOBU TCXHOJIOI'MHU

5.3.1. JmarHoctuka ¢ ayopecuentHa in Situ xubpuausamms — FISH;
5.3.2. JluarHoctuka Ha uyruiuBa X xpomo3oma ¢ JIHK ananus;
5.3.3. JIuarHocTUKa ¢ MUKPOYHUIIOBA TEXHOJIOTHS;

5.3.4. MenuKO-TeHETHYHO KOHCYJITHPAaHE Ha BCHYKH  H3CIEIBAHU

NannuecHTHU.

54. HO,I[O6p$IBaHC AUArioCTuKaTra Ha BPOACHUTC aHOMAJIHUH YPC3 BBBCIKIAAHC Ha

MOJICKYJIAPHO-IUTOI'CHECTUYHU U3CIICABAHNA U aHAJIN3 HAa MUKPOYUIIOBC

5.5.

5.4.1. IlogoOpsiBaHe Ha WAarHOCTHKAaTa Ha BPOJCHHUTE AHOMAJIUU 4Ype3

u3clieIBaHms 32 MUkpozenennonnu cuaapomu ¢ FISH texuuku;

5.4.2. MonexkynsapHO-UMTOTEHETUYHN  M3CJEIBAaHMA  HAa  Jena ¢
MaJIOpMaTUBHU CHHJIPOMH MpPHU CIOKHU XPOMO3OMHH MpPEYCTpPOHCTBa -

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

5.4.4. MenuKo-reHeTUYHO KOHCYJITUpAHC Ha BCHYKH HU3CJIICABaHN

NanucHTU.

HamansiBane Oposi Ha poJEHUTE C TEXKKH HACIEICTBEHM U BpOJEHU

reHeTuyHu OosecTH (OMOXMMHUYEH CKPUHUHT TNpu OpeMEeHHM M IpeHaraliHa

JINarHOCTHKA).

5.5.1. PasmupsBaHe Ha TnpeHaTadHUs OMOXMMHYEH CKPUHUHT 32
OTKpUBaHe Ha OPEMEHHU EHU C TMOBHUIIIEH I'€HETUYEH PUCK 3a paxkJaHe Ha
nere cbc cuHIpoM Ha JlayH, Texku nedeKkTH Ha HeBpalHata TpbOa u
KOpeMHaTa cTeHa CbCc CKpuHUHT B 10-14 ceamuiia Ha OpeMEHHOCTTA,

CKpUHUHT B 15-19 cenmuiia Ha OpeMEHHOCTTA,

5.5.2. BbBexxgaHe BBB BCHUYKM T€HETUYHM JIAOOpPATOPUHM Ha IpEHaTallHa

OUTOTCHCTUYHA JHAarHOCTHUKA Ha 6peMCHHI/I JKCHH,
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5.6.

5.5.3. IlpoBexaaHe Ha MpeHaTaIHA €H3MMHA TMarHOCTUKA IIPU CEMENCTBA C

noBuileH puck 3a BI'O;

5.5.4. TlpoBexxnane Ha mpeHatanHa JIHK nguarHocTnka Ha MOHOTEHHH

bonectn Y HacC IIpu ceMelicTBa C JOKa3aHa MyTalusi,

5.5.5. Menuko-reHeTUYHO  KOHCYJITUpaH€ Ha BCHUYKM  M3CJEJBAaHU

nannucHTU.

HOI[O6p5[BaHe AUArHoCTuKarta Ha  XPOMO3OMHATa  IIATOJIOTUsA Ipu

OHKOXEMAaTOJIOTHYHH 3a00JIIBaHUS.

5.6.1. MzcnenBane Ha XPOMO30OMHHTE AHOMAJUU B KOCTHHUS MO3BK C

PYTHHEH LIUTOT€HETUYEH aHAJIN3;

5.6.2. H3cnenBane 3a MyTallUl B OHKOI'CHH, TYMOPCYIIPECOPHU TI'CHU H

cnenuuyHu XpoMo30MHU TipeycTpoiictBa ¢ FISH;

5.6.3. HM3zcnenBaHe 3a CKpUTH XPOMO30OMHH TPAHCIIOKAIIMHA C MHOTOIIBETCH

mFISH;

5.6.4. U3cnenBane 3a XMMepHU3bM B neprdepHa KpbB upe3 (piyopeciieHTHa

uH cutTy xubpuauszanus ¢ nearpomepiu X u Y FISH npo6u;
5.6.5 HW3cnenpane Ha cienuduaHn XpoMo3oMuu abeparuu ¢ JIHK anamms,

5.6.6. MeauKO-TeHETHYHO KOHCYJITHpaHE HAa BCHYKM  H3CIICABAHU

anucHTH.

5.7. Hoz[o6p;1BaHe Ha AWAarfoCTUuKaTa Ha TCHCTUYHHUTC NPCAPA3IIOJIOKCHUS KbM

HAKOM 3JIOKAUSCTBEHHM 3a00JIIBaHUSA

5.7.1. UzcnenBane 3a MHKpOCAaTeIUTHA HECTAaOWIHOCT M TbpPCEHE Ha
MyTalli{ B F€HU CBBP3aHU C HACJIEACTBEHMSI HENIOJIUIIOT3EH KOJIOPEKTAJIEH

KapIUHOM;

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

HacyencTBeHu gopmu Ha PMIK;

5.7.3. BeBexknane Ha JJHK mapkepu 3a onpezaenssHe Ha XUMHOTEpanusara —

HER2, EGFR u npyru;

5.7.4. Ilpennarane Ha  BHMCOKO-CHELMAIM3UPAHO  MEIUKO-TEHETUYHO

KOHCYJITUPAaHC HAa U3CJIICABAHUTC MallUCHTH.
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5.8. IlopoOpsiBaHEe HA reHETUYHATA IUAarHOCTUKA HAa PENPOAYKTUBHUTE HAPYLICHUS
- MBXKM U JKEHCKH CTEPHJIMTET, CEMEHCTBAa CbC CIIOHTaHHU aboOpTH U

MbBPTBOPAXIaHUAA.

5.8.1. PyruHHaA HMTOreHETHYHA TUATHOCTUKA HA XPOMO3OMHUTE abepanuu
B nepudepHa KpbB Ha MALMEHTH C TOBEYE OT JBa CIOHTAaHHH abopra,

MBPTBOPOACHHU A€1A, MBKKHU U dKCHCKH CTCPUIIUTET.

5.8.2. Jloka3BaHe Ha MNpeAPa3NOIOKEHOCT KbM TpoMOodumuu upe3 JJTHK

aHaJIM3.
5.8.3. Jloka3mane Ha Y-mukpoaenenuu upe3 JJHK anamms.

5.8.4. HpeﬂnaraHe Ha MCAUKO-TCHCTUYHO KOHCYJITHPAHC Ha BCHYKHU

HN3CICaABaHU ITAIUCHTH.

6. ITonoOpsiBaHe HA KOHTPO.1a HA JIEYEHHETO HA TeHETUYHHUTE U BPOJAeHHU 00J1eCTH
6.1. OnTuMu3MpaHe Ha JIeueOHUTE aJTOPUTMH;
6.2. OTunTase Ha eheKTa OT JICUEHUETO;

6.3. Yuactne B MEKAYHApOIHU TPOTpaMH M MPEXKH, (QHUHAHCHUPAHH OT

EBponeiickus cpro3.

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

KOHCYJITHPaHe B CTPaHaTa

7.1. BxnrouBaHe Ha KaOWHETUTE 32 MEAMKO-TEHETHMYHO KOHCYJITHpaHE B €AMHHA
Mpeka 3a oOMeH Ha uHpopmalus, ChoOpa3eHa ChC 3aKOHA 3a 3alllMTa Ha JTUYHUTE

AHHU,

7.2. Bp’L3KI/I U TACHO CBHTPYAHHUYCCTBO HaA KaOWHETHTE 3a MECIHUKO-TCHCTHUYHO

KOHCYATHpaHe ¢ HHPOPMAIIMOHHO-pe(EepPEeHTHUTE IIECHTPOBE 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 CHEIHATIU3UpPaHU
TCHETUYHU 3BEHAa 4Ype3 JOOKOMIUICKTOBAaHE C HeoOXoaumaTra amaparypa,
BHEJPSIBAHE HA HOBU TEXHOJIOTUH, Pa3BUTHE HA KOIaOOpallMU ChC CHIIECTBYBAIIU

BHCOKO-CIICHHUAIN3UPAHN J'Ia60paTOpI/II/I KBbM CBOTBECTHHUTE 3APAaBHU 3aBCICHU,

8.2. PasmmpsiBane u ynudunupane 1eifHOCTUTE HA TEHETUYHUTE JIaOOpaTOPHH upe3

00MEH Ha TEXHOJOTHH MCXKIY TiX,

9. IloBnmaBaHe Ha 3HaAHUATA # mnpodecHoHATHATA KBaJIU(PUKANUSI HA
MeJIMUNHCKUTEe MNpPo(ecHoOHAIMCTH B 00/1aCTTa HAa PpaHHATa NPOPUIAKTHKA,

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

HeobOxomuMo ¢ moBumaBane WHGOPMUPAHOCTTA 3a MPoOJIeMa KakTo 1O BpeMe Ha
oOydeHue 1Mo MeUIIMHA, Taka U cjiel ToBa. ToBa IIe J0BeIe A0 CKbCSIBaHE Ha MEpHoja
MEXJy TMOsBa HAa CHMIITOMH M TIIOCTaBsSHE Ha TOYHa JuarHosa. Jlekapure mie ca
uHpoOpMUpaHU 3a HATUYHUTE PECypCcM M IIBTEKH B 3JpaBHATAa CHUCTEMa, Kacaeulu
npoUIaKTUKaTa, TUATHOCTUKATA, JIEYCHHUETO W PeXaOWIUTAIUsATa Ha PEIKUTE OOJIECTH.
OcurypsiBaHeTO Ha CTaHJApTH U HACOKU 3a MpOo(UIaKTUKATa, TUATHOCTUKATA, JIEYCHUETO
U pexabunmuTanusITa Ha peaKuTe OONecTH IIe OCUTYpHU ONTHMAaJieH MEHHUKMBHT Ha

MaUCHTUTE C PCAKN 60J'I€CTI/I U IMMOBUMIABAHE TAXHOTO KAa4YC€CTBO Ha KUBOT.
HeitHnocTu:

e Ilpennoxxenue 3a BbBEXK/IaHE Ha IMPENOJAaBaHE MO MEIUIIMHCKA TeHETHKA B
CIIEIIMATHOCTTA ,,O01Ia MeIUITHA”, MpeIHa3HAYEHO 3a

OOIIONPAKTUKYBAIIH JIEKapH,

L O6yquI/Ie Ha CIICOUAIMCTU MO aKyHIECPCTBO M I'MHCKOJIOTUA 3a OLICHKA Ha

¢betamHa Mopgoorus;

e OOyueHue Ha NeAUATPU U OOLIONPAKTUKYBAILM JIEKAPH 34 Pa3lI03HaBaHE Ha

penku 6onecty,
e [lyOnukyBaHe U pa3MpPOCTPaHEHHE HA MEYaTHH MAaTECPHAIIH;

e Opranu3upane ¥ MPOBEKIaHE €UH BT TOIUIITHO HA HAIMOHAIHA pabOTHA

cpeta 3a peaKu 00JIecTH;
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OpFaHI/ISI/IpaHC U HOpOBCKIAHEC C€IUWH IIbT TOAUIIHO Ha PETrHOHAJIHU

CEeMHHapH 3a 0OLIONPaKTUKYBAIIH JIEKaPH;

N3roTBsiHe u pa3npocTpaHeHue Ha HHPOPMAIMOHHU MaTepHali 3a pEAKUTE

00J1eCcTH 32 MEAULIMHCKYU MPO(ECHOHATNCTH;

UsrorssHe u PasnpoCTpaHCHNUEC HaA KOMIICHAWNYM 110 pE€AKH 6OJ'ICCTI/I;

PasnpocTtpanenue Ha yHUPHUIPAHU 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 HW3CJIEBAHE, MOJIEKYJIIPHO-IUTOT€HETUYEH aHAIU3
C LIeJI IMarHOCTUKA, XETEPO3UTOTHO HOCUTEJICTBO M MPEAKIMHUYHA
JTUArHOCTUKA — OTJEIHO 32 BCEKU KOHKPETEH Cilydail (MOHOTEHHHU,

XPOMO30MHH, IIPEIPA3NOTI0KEHUS U T.H.);

Hugpopmupano cvenacue 3a OlIEHKA Ha PUCKa 3a paxkJaHe Ha JeTe ¢
Hayn u pedextn Ha HeBpanHata TpbOa (crnuHa Ouduga u
aHeHuedanusa) u uH@opmupano cwriacue 3a JHK anamuz Ha

AHCOIUIOUIUNTE,

Ilopvuka 3a usevpweane na /JHK ananu3 (3a nuHGOPMATUBHOCT, 32
MOCTHATAJHA ¥ TpeHaTalHa JUarHOCTHKA); TIOphYKa 32 U3BBPIIBAHE
Ha OWOXMMHYEH aHalu3 (3a I[IOCTHAaTaJlHa W IpeHaTalHa
JIMAarHOCTHKA); MOpbhYKA 3a M3BBPIIBAHE HA IIUTOI€HETHUYEH aHAIHU3
(32 mocTHaTagHa M TpeHaTaj]Ha JMarHoCTUKa); MOpbUKa 3a
W3BBPIIBAaHE Ha  MOJICKYJISIPHO-IIUTOTCHETHUYeH aHaimm3  (3a

IIOCTHaTaJIHa U IMpCHAaTaJIHa JII/IaFHOCTI/IKa);

Quimvpna Onanka 3a B3eMaHe Ha KPBBHH NPOOM 32 MAaCOBHTE
CKpuHMHTH Ha HoBopoaeHute (JupextuBa 98/79/EO  Ha
EBponeiickust napaameHT u Ha CebBera oT 27 okTomMBpu 1998 1. 3a

HH-BUTPO AMArHOCTHUYHHUTE MeauinHckn u3aenus; 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 "Ob6mectBeno 3npase" Ha EK cw3mane ExcriepTHa rpyma 3a 3apaBHUTE YCIyTH
u meqummuacku rpmku (High Level Group on Health Services and Medical Care) karo
CPEACTBO aHAIM3 HA MPENOPHKHUTE, HAIPABEHU B MPOIEC Ha 00CHKIaHEe MOOMIHOCTTA Ha
nanueHTuTe. EnHa oT paboTHUTE MOATPYNM Ha Ta3u ExcnepTHa rpyma paboTH BBPXY
Ch3J]aBaHETO Ha peepeHTHU Mpexu 3a penku Oosectu. OOCHKAAT ce MPUHIMIIUTE HA
te3n EBpometicku PedepentHn Mpexu 3a Penku bonectu (EPMPB), BkmtountenHo u
TAXHaTa poiisi B Oopbara ¢ peaxu 3a00isABaHUS M JPYTW CHCTOSIHHSA, W3WCKBAIIH
CICIUAIM3UPAHU TPUXKH, oOeM manueHTH W ap. OTtuuta ce HEOOXOIUMOCTTa, TE3H

[EHTPOBE J1a ObJIaT MPAaBUITHO pa3Mpele]ieHd Ha TepuTopusaTa Ha EBpomneiickus cbhro3.

Cw3naBanero Ha pedepeHTeH LEHTBP 3a pelnku OolecTH Ha (GYHKIMOHATICH
npuHiun B bbiarapus, oOeauHsBall HaJTUYHUTE MaTEPUATHA W YOBEIIKM PECYpPCH B
CTpaHara, Ie ocurypu 0a3a 3a BUCOKO-CHEIHAIH3UpaHO 00ydeHHEe Ha CTYACHTHU U JIEKapH,
pabotemn B cdepara Ha 3ApaBeoNa3BaHETO W 1€ Ch3JaBa CTaHJAPTH M HACOKU 3a
npoduIaKkTUKa, TUArHOCTHKA, JICUeHHE U pexaOuiuTanus Ha OOJHHUTE C PEeIKH OOIecTH.
PedepeHTHUAT 1IeHTHp Ie Ob/ie BaKHA CTPYKTYpa, KOSITO IIE OCBHIIECTBSIBA MO-TSICHA

Kostabopanusi 1 0OMeH ¢ peepeHTHUTE LIEHTPOBE 3a peAKku Oonectu B EBponeiickus cbio3.

HanuoHanHusAT KOHCYITaTUBEH ChBET 3a peaKu 0oyiecTM KbM MUHHUCTEPCTBO Ha
3/IpaBeONa3BaHETO, ChbBMECTHO C HALMOHATHUTE KOHCYITAHTH M HAyYHM JpPYKECTBAa B
CTpaHaTa IIe NMPOBEAE 3aAbIO0YEHO NMPOyYBAaHE HAa HEOOXOAMMOCTTA, BB3MOXKHOCTTA U
KPUTEPUUTE 3a Ch3JaBaHE Ha pedepeHTeH LIEHTHpP 3a peaKku OosiecTH Ha (PYHKIMOHAJIEH
npuHiun B bearapus, cpOiogaBaiikl ONUTa Ha OCTAHAIWTE EBPONEHCKU CTpaHH U

MIPOMEHSIIIOTO C€ 3aKOHO/ATEJICTBO B Ta3u 00JacT.
JlertHOCTH:

e [IpoyuBane Ha HEOOXOAMMOCTTA, BBH3MOXKHOCTTa M KpPUTEpPUHUTE 3a
Ch3/laBaHe Ha pedepeHTEeH IEHTHP 3a PeIKH 0oJecTH Ha (YHKIIMOHAJIEH

TIPUHIIAI;

L OpraHmeaHe n NOpOBCKIAHEC C€IWH BT TIOJHWIIHO Ha HAIUMOHAIHA

KJIMHUYHA KOH(EpeHIIHs 3a peAKU 00IeCTH U CKPUHUHTOBH IPOTPAMH.
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11. Tlpomouuss Ha MHTErpHPaH MOAXOJA NPH NPWIATaHETO HA NPodUIAKTHKATA,
ANATHOCTHKATA, JeYeHUETO W COLMAJHATA MHTErpauusi HA NAlUeHTHUTEe 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 3aKpuid Ha 4dogewikomo 30pasee*. HoBara 3npaBHa
cTparerusi Ha EBponeiickus cbi03 MOJICHIIBA BAXKHOCTTA Ha 3[[PABETO B MOJIUTUKHUTE, KAKTO
ToBa npasAT JIucaboHCKaTa CTpaTerus 3a pacTek M 3a€TOCT, KOSATO MOAYEpTaBa BPb3KUTE
MEXIY 3IpaBeTO M MKOHOMHYECKHS mpocreputeT u [Iporpamara 3a rpaxmaaHuTe, KOSTO
MpU3HaBa MPABOTO HA TPAKIAHHWTE J1a OBJAT OMPABOMOIICHH IO BBIIPOCUTE HA CBOETO

3ApaBC U I'PHUIKATA 34 HCT'O.

JleficTBuATa B CTpaTerusAra MPEACTaBAT padoTara IO 3/paBEOIa3BaHETO BHB
BCUYKH CEKTOPH. 3a 3ApaBETO CE€ TOBOPH B wWieHOBE OT JloroBopa, OTHACSIIM C€ JO
BBTPEIIHUS [1a3ap, OKOJIHATA Cpefa, 3alldTara Ha MOTPEeOUTEIUTE, COIMaIHATA JIEHHOCT,
BKJIFOYBAIa OE30MMacCHOCTTAa M 3JpaBeTO Ha paboTeIuTe, MOJUTHKATa Ha pPa3BHUTHE,

HN3CIICA0BATCIICKAaTa ,I[CI\/‘IHOCT, KaKTO U MHOT'O ApYyTH.

3npaBeTO Ha HAcEIEHMETO He € 3ajadya camMo Ha MUHHCTEpCTBO Ha
3npaBeonas3BaHeTo. UHTerpupanust noaxoa (“3apase BbB Bcuuku noiautuku”’, HIAP) npu
OCUTYpsIBaHE Ha MPO(UIAKTHKA, AUATHOCTHKA, JICYEHHE W COLMAJIHATa MHTErpauus Ha
NallMeHTUTEe C peAKd OO0JIeCTM H3MCKBAa IPHUBIMYAHE U BbB3ACHCTBHETO HAa BCUYKH
MOJIMTUKN W3BBH 3PAaBHUS CEKTOP BbpPXY cHEU(PUUYHHUTE MPOOIEMH, KOUTO MMAT TE3U
NAlUMEHTH U TEeXHUTE ceeMiicTBa. [IpomonusTa Ha TOBa MEXIYCEKTOPHO ChTPYAHUYECTBO
e ce ochbliectBu upe3 npuianuane Ha ekcrneptd or MTCII u MOH xem HKCPB,
NoBMIIaBaHE TMpodecuoHanHaTa KBalUpUKAIMSA Ha MEAUIUHCKUTE CIEHUAIUCTH,
noBumaBaHe kananurera Ha HIIO u mamueHTCKuTEe acouuanuy 3a MOJOOpsBaHE Ha
JUaiora MeXxay 37paBeola3BaHETO M OCTAHAJIUTE CEKTOPH, YBEIMYaBaHE MO3HAHUATO U

MH(OPMUPAHOCTTA 3a PEIKUTE O0IECTH B OOIIECTBOTO.
JlertHOCTH:

e Opranuzupane ¥ MPOBEKJIaHE €ANH BT TOAMIITHO HA HAIMOHATHA CpeIa 3a

MEXITYCEKTOPHO CHTPYAHUYECTBO MPHU PEeIKUTE OOIeCTH
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12. Oprannsnpaﬂe Ha HaIlMOHA/IHA KaMIIaHHUd 3a 3allo3HaAaBaHE Ha OGIIIeCTBOTO C

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

Heo6xoauM npuopuTeT 3a MOBUIIaBaHE MH()OPMUPAHOCTTAa HAa HACEJIEHHUETO 3a
CBIIECTBYBAHETO Ha PEeIKUTE 00JeCcTH, KaKTO U MpoOJIeMHUTe, KOUTO UMAT XOpaTa ¢ PelIKU
3a00J1IBaHMsI U TEXHUTE ceMelicTBa. ToBa 1€ 10Be/e 10 MOBUILIAaBAaHE HA ChIIPUYACTHOCTTA
¥ TOJIEPAHTHOCTTA Ha OOIIECTBOTO KbM cHenM(pUuIHUTE TPOOIeMH Ha MAIIMEHTUTE C PEIKU
OosiecTH M HapylIEHUTEe UM YOBEIIKH NpaBa. HaceneHuero 1ie ce 3amo3Hae ¢ Hail-Ba)KHUTE

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

e U3roTesiHe U pa3npocTpaHeHue Ha HHGOPMAIMOHHU MAaTEepUAIIU 32 PEIKUTE

00JIECTH 32 HACEIIEHUETO,

e U3roTBsiHe U pa3mpocTpaHEeHUE Ha MHPOPMAIIMOHHU MaTepHUa 3a Xopa C

penkute 00JIECTU U TEXHUTE CEMEICTBRA,;

e Hamuonanua MGHHﬁHa KaMIIaHU Ype3 paauo U BHJCO CIIOTOBE,

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

ooJecTH

HenpaBurencTBeHnuTe opraHu3alMi U acOLMAIMM Ha MalUEHTH C peaKu 0oyiecTH
UTpasiT CHILIECTBEHA POJS MPHU Ppa3NpOCTPAHEHHETO Ha MH(GOpMalUs U OCUTypsSBaHE Ha
oOmiecTBeHa mojkpena. Te ca BakeH €JIEMEHT MNpU JIOOMpaHe 3a Cb3/1aBaHETO Ha
aJIeKBaTHA 3aKOHOBA ypez0a 3a 3alluTa Ha HapyIIeHUTe YoBelKky npasa. CriocobcTBat 3a
IPEBpBIIAHE HA MAIMEHTa OT OOEKT B CYOeKT MpH KOHTAaKT ChC 3JpaBHATa CHUCTEMA.
Crumynupar KIMHUYHATA U HAYYHO-M3CIIEIOBaTeICKaTa JedHOCT. OcurypsBaT €THUYHA,

CollMaHa U IOPUINYecKa MOJKperia Ha XxopaTa ¢ peIKu O0IecTu.
JlertHOCTH:

e OpraHn3upade W NPOBEXKIAHE €IMH I'bT FOJWIIHO HA HAMOHAJIHA CpPEIla

Ha TAIMeHTH C PeJIKU OOJIeCTH;

e OnmnpenensHe u orOenszBaHe Ha EBpomnelickus Jlen Ha Xopara ¢ Penku

Bonectu (mocnenuust neH Ha M. peBpyapu).
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14. VYcranoBsiBaHe Ha TsiCHa KoJsaldopaunusi ¢ Apyrure crpaHu Ha Epponeiickus

CBbI03

Tsicnara konmabopauusi ¢ JIpyruTe cTpaHU-uieHKH Ha EBpormelickus cbpio3 ¢
HAI[MOHAJHU MPOTpaMHu 3a peaku OosiecTu 1ie ocurypu Tpanchep Ha 3Hanus u onurt. e
ce€ J1aJie JOCTBI JI0 3/pAaBHU PECYpPCH OT CTPATErMYECKO 3HAUEHUE 3a MEHUDKMBHTA Ha
penkure Oonectu, numncBamu B bearapus. OuakBa ce cTUMyiaMpaHe Ha Hay4dHO-
u3cieoBaTeckara JACMHOCT M W3JMraHe MEeXAyHapOoAHHs MpecTk Ha bbiarapus karto

J'bPKaBa, aKTUBHO aHTaXKHpaHa ¢ IPOOIEMHUTE Ha XOpaTa ¢ PeAKU 3a00/1IBaHuUs.
HeitHocTu:

e OpraHu3upaHe 1 NPOBEXKAAHE HA €KErOJHH PAaOOTHU €KCIEPTHH CPeIH 3a
CUHXPOHU3UpPAHE HA HAIIMOHAIHUTE IPUOPUTETH U JEHHOCTU B 00JaCTTa HA

penkure 0oJiecTu;

e Vwyacrtue Ha OBIrapcku ekcreptd B EBponeiicku MHMLIMATUBU 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 Ha60paTOpHI/I, JUAarioCTN4HU,

KIIMHUYHHU 1 peX&6I/IJ'II/ITaI_II/IOHHI/I 3BCHA,

POI[I/IJIHI/I N HCOHATOJOTUYHH OTACICHHUC KBbM Je4eOHUTE 3aBCACHHUA 3a OOoJIHMYHA

MIOMOIIl B CTpaHAaTa,
['eneTnunm mabopaTropun Ha JeUeOHH 3aBEICHUS;

MI/IHI/ICTepCTBO Ha 3ApaBCOIIa3BaHCTO, MI/IHI/ICTepCTBO Ha TpyHda U conalHara
IIOJIMTHKA, MI/IHI/ICTepCTBO Ha O6pa30BaHI/IeTO " HAayKarta, Hanmonannara

3paBHOOCUTYPHUTEIIHA Kaca,
HIIO u acouumanuu Ha nalMeHTH ¢ peiKu 00JIeCTH;
HanuoHnanHu KOHCYJITaHTH M MEIUIIMHCKUTE HAYyYHH JPY’KECTBA;

O6H_[0HpaKTI/IKy'BaH_II/I JICKapH U CIICHHAJIUCTU OT W3BBHOOIHUYHATA TIIOMOIII,
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VIl. OuakBaHm pe3yJjraTu

Peanusupanero Ha Hamumonannara mnporpama 1me nofgoOpu mnpoduiIakTukaTra,

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

4pes:

1.

Hammonanmna monMTHKa 3a oOpraHu3aius, IUIaHHpaHe W (QUHAHCHpaHe Ha
npodunakTuka, JUArHOCTHKA, JICUCHUE U pexaOMIuTanus Ha MalMeHTU C PelKu

bonecTy;

Hammonanna wmpexa 3a peaku Oojectd, u3rpajaeHa oT UHGOPMAIMOHHO-

pedepeHTHN KaOUHETH B JICYCOHU 3aBEIICHIS,

Haumonanen perucrsp Ha TAUMEHTH C peAKd OO0JIECTH, OCUTYpsBAlll TOYHA
eNUAeMUOJIOTMYHA HH(pOpPMAIM 3a Pa3pOCTPAaHEHHETO Ha peAKuTe OoJiecTH B

bbarapus;
[TponbixaBaHe U pa3LIMpsBaHE HA MACOBUTE CKPUHUHTOBU IPOTpaMu;
[TonobpsiBane npo¢uaaKkTUKaTa Ha:

® 3JpaBu JIMIA, HOCHUTCIM Ha pPCHCCHMBHU MYTallUhl WA 6aHaHCI/IpaHI/I
XPOMO30OMHHU HPCYCTpOﬁCTBa, Chb3JlaBallli BUCOK I'CHCTHUYCH PUCK 3a pAXKIAHC

Ha 0OJIHU JAc1a B IIOTOMCTBOTO UM,

¢ Jmnara ¢ PpeHpOAYKTHUBHU HC6HaFOHOHy‘II/IH, npnu KOUTO € YCTAHOBCHA

TCHCTUYHA ITPpUYNHA 34 HpO6HeMI/ITe HUM;

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

aHOMAJInH,
L4 6peMCHHI/ITC, MMPpEMHUHAJIU IIPE3 NpCHATAIHA JUATrHOCTHUKA,
HOIIO6p}IBaHC JUarHoCTUKaTa Ha:

¢ JICUMMUTC PCAKU 0OollecTH C TEHETHYHa O6YCJ'IOBCHOCT (MOHOFCHHI/I,

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

e ¢damumHUTe HOPMHU HA HIKOU OHKOJIOTHYHH 3200 IIBaHMS;
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10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

¢ JiMhiara, KOHWTO CC€ BKJIIIOYBAT B IIpOorpamMu 3a HpO(l)I/IJ'IaKTI/IKa Ha

3JI0OKAYCCTBCHU 3a6OJ'I5IBaHI/I$I;

® OHKOXEMAaTOJIOTHYHUTEC 3a00/11BaHU C MOJIEKYIISIPHO I'CHCTUYHHU
nu3cCJICABaHrs U MOJICKYJIAPHO-IMUTOICHCTUYHU aHAJIM3W HAa XPOMO3OMHUTC

aHOMaJIuu;

HamansaBane 6pOH Ha pOACHUTE JACla C TEXKHU HACICACTBECHU U BPOACHU I'CHCTHUYHHU

ooJecTu;

HOIIO6p$IBaHG Ha TCpanuriaTa Ha OHKOJOIMYHU 3a00JIIBaHUS Ype3 HU3CICABAHC Ha

TEHETUYHU MapKEpH;

BbBexane Ha MOHUTOPHUHI' Ha C(beKTa OT TCpalluiATa Ha OHKOXCMATOJIOITMYHHU

3a00J1BaHMsI ¢ KOCTHO-MO3bYHA TPAHCILIAHTALINS,

VYBennuaBane 6p0$[ Ha MCANKO-TCHECTUYHUTC KOHCYJITAllUU,

[TomoOpsiBaHe KOHTPOJIA HA JICICHUETO HA PEIKH 3200 sIBAaHUS,
PernamenTupane u ykpenBaHe Ha HHQPACTPYKTypaTa Ha FTeHETUYHATA MpPEXKa,

I/II[eHTI/I(I)I/II_[I/IpaHe N O3HAaYaBaHC Ha CKCICPTHU LCHTPOBEC B B’LJIFapI/IH 3a
HpO(l)I/IHaKTI/IKa, JAWarHoCTukKa, JCYCHHUC U peXa6I/IJ'II/ITaI_II/I$I Ha KOHKPCTHA psAAKa

OoJecT win rpymna 0oJIeCTH;

[ToBuiaBane 3HaHUETO M IpodecuoHalHa KBaNU(UKAIMA Ha JIeKapu B o0jacTra

Ha paHHaTa HpO(l)I/IJ'IaKTI/IKa 1 IWArdiOCTUKA Ha PECAKUTC 6OJ'ICCTI/I;

HpquBaHe Ha HeO6XO,Z[I/IMOCTTa, BB3MOXKHOCTTA U KPUTCPHUUTE 3a CH3JdBAHC Ha

pedepeHTeH EHTHP 3a peKu 001ecTH Ha GYHKITMOHAICH MPUHINI B bhirapus;

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

npoUIIaKTHKA,

HpI/IBJ'II/IanC Ha HIIO u MNAUCHTCKUTEC aCONHAlMN KATO AKTUBHU MAPTHBOPU B

CUCTEMaTa Ha 3J[paBCOIIa3BaHe,

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

JOIIBJIHUTCIIHMU U3TOYHUIIN HaA (bI/IHaHCI/IpaHe;

YcTaHoBsiBaHE Ha TSCHA Koabopanus ¢ ApyruTe wieHoBe Ha EBponelckus chio3 U

U3JIMTaHe MEXAYHapOAHUSI IPECTHK 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 [Ipeacenarenn cbe CIENMATHOCT MO COIMATHA MEAUIIMHA U 3/IpaBeH

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

KOHCYJITAHT 110 MCIUIIMHCKA IT'CHCTHUKA,

e (CxwcrassT Ha HKCPB € nocrosguen 1 BKIIrOUBa:

a) HallMOHAJIHW KOHCYJITaHTH u/unu CIICUaJIrMCTH 110 OCHOBHU NPUOPUTCTU HA

nporpamara;

6) NpEACTABUTCIIN HA AbPKaBHU UHCTUTYNHU, UMAIIIX OTHOILLICHHUEC KbM

npoduIaKkTUKa, AMAarHOCTUKA, JIeUEHUE U pexaOuInTalus Ha peAKuTe 00JecTH;

B) MPEJCTABUTENN Ha MALIMEHTCKNA OpraHU3aIiH 3a PEJKU OOJIECTH.

e HKCPB usrotss [IpaBunHuk 3a cBosiTa IEHHOCT, 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 U3IMBIHCHUCTO U OTUUTAHCTO Ha Hanumonannara Iporpama

3a peaku 0oJiecTu;

Cwp3naBa, opranusupa u akryannsupa Hanponanen cnucebk ¢ peaku 00ectu mo

MNPEIJIOKCHUC HAa HAIUOHAJITHUTC KOHCYJITAHTH U HAYYHU JPYKCCTBA

Cp3maBa u koopauHupa Hanumonannata wmpexa OT HH(POPMALMOHHO-

pedepeHTHN KaOUHETH 10 peaKu 00IeCTH

Cb311aBa 1 KOOpIMHUPA AeHHOCTTa HA HalmoHaneH perucTbp Ha NalueHTUTe ¢

penxu 6onecty B bbarapust
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[Tognomara u koHCcynATHpa MUHUCTEPCTBO HA 3apaBeona3Banero, MAJl, MTCII
n H30K no BwIIpocH, Kacaelly IUIaHUPAHE U OCUTYpPSBAHE HA CKBIIOCTPYBAIIO

JIeYeHUe Ha MalUeHTH C peaKu OosecTu.
Koopaunupa aeiiHOCTHTE IO CKPUHUHTOBUTE IIPOTpamMu

Koopnunupa neiiHOCTHTE MO IBPBUYHA NPO(UIAKTHKA M JUArHOCTHKA Ha

penku 00JIeCTH C TeHETHYEH TIPOU3XO]T

UzrorBs Mertononorus 3a uUASHTUGUIMpPaHE U O3HAuYaBaHE Ha pedepeHTHH
eKCIIePTHH LIEHTpoBe B bbarapus 3a mpodunakTuka, 1MarHOCTUKA, JeUECHUE U

pexabuuTanus Ha KOHKPETHA psiika 0OJISCT WK TpyIia O0JIeCTH

OpraHmI/Ipa HallMOHaJIHa KaMIIaHHWs 3a 3all0O3HaBaHC Ha O6HICCTBOTO C PCOAKHUTC

0oJecTd ¥ 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 "[lonoOpsBane Ha nmpoduIakTUKaTa U JUATHOCTHKATA Ha PEJIKUTE
FCHETHYHU OOJIECTH, TpEeApasofoKeHuss u BpoaeHd anomanuu” (deiitnoct 5),
"[lomoOpsiBaHe Ha KOHTPOJIA HA JICUEHHWETO HA TEHETUYHHTE W BpoJeHH Oosectu”
(deitnocT 6), "TlogoOpsiBaHe HA KOMYHUKAIUATA MEXK/y MEIUKO-TeHETHUYHUTE KaOMHETH B
crpanara” ([eiinoct 7), "TlomoOpsiBaHe CTpyKTypara Ha reHETHYHATAa M CKPHHHHIOBaTa
mpexa B crpanara” (Jleiinoct 8) craprupar ot Hadaaoro Ha 2009 I. ¥ 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.
* 3nbenauren: M3
1.2. UsroTBsine u npuemane [IpaBunnuk 3a aeitnocrra Ha HKCPb
= Cpok: maii 2009 r.
» zneiauten: HKCPh, M3
1.3. YcranossBane u obopyaBane Ha opuc Ha HKCPB, kakTto m nmpuBimuuane Ha
TEXHUYECKU CHTPYIHUK
= Cpok: maii 2009 r.
» zneiauten: HKCPh, M3
1.4. WsrorBsHe Ha TmpemAsoOKEHUs 3a peuMOypcaluss Ha NpoUIaKTHKA,
IUAarHOCTHKA, JIEYEHHE M pexaOWwiuTaluus Ha TMalueHTH C pelku  0osecTu
ceBMecTHO ¢ M3, MTCII, MAJI u H30K
= Cpok: nexemBpu 2010 r.
= M3neanuren: HKCPB, M3, H30K, WAJI, MeauuMHCKHTE Hay4YHU

npyxectBa B bbirapus, nanuenTcku opranusanuu, HITO

Jerinoct 2. Cp3naBane Ha ExcniepTHH rpynu no peaku 00/1ecTH KbM HAIlHOHAJTHUTE
KOHCYJITAaHTH
2.1. YcraHOBsBaHE Ha KOHTAaKTH C HAIlMOHAJHUTE KOHCYJITAHTH M MEIULMHCKHUTE
Hay4HHU JIPY’KECTBA B bbiarapus 3a cb3aBaHe Ha €KCIIEPTHU I'PYIU
= Cpok: nekemBpu 2009 r.

* M3nbeanuten: HKCPB, mequunHCckUTe HAydYHH ApyKecTBa B bbiarapus
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2.2. Cp3naBane W akryanusauusi Ha HammoHaneH cnuchbk Ha peaku Oosectu
CBIJIACHO 3aJI0KeHaTa MHCTUTYIIMOHAIHA paMKa
= CpOK: TEKYIII

= M3nbeanuren: HKCPB, MenqunuHckuTe HaydHu ApyxecTBa B bbirapus

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

3.1. UsrotBsine u mnpuemane Ha [lpaBUmHUK 3a AcHOCTTa Ha pedepeHTHUTE
kaOuHeTH mo penku Oonectn W Hanumonannata Mmpexka 3a peaku Oosjectu, U
Hanmonanuust perucTbp Ha NalMEHTH ¢ PeIKU 00JIeCTH

= Cpok: HoemBpH 2009 1.

* M3nbanuren: HKCPBb, M3, H3O0K, HAJI, MeauuuHCKUTE Hay4YHHU

npyxectBa B bbirapusi, naimentcku opranusanuu, HI1O
3.2. V3roTBsiHE METOIOJIOTHS 3a HICHTU(UIMPAHE HA EKCIIEPTHH IICHTPOBE 3a
npodunakTuka, AMarHOCTUKA, JEUCHUE U peXxaOuInTanus Ha peaKu 6oiectu

= Cpoxk: nekemspu 2011 r.

» M3nenauten: HKCPb, M3, H3O0K, HAJl, MeIuuuHCKATE HAyYHU

npyxectsa B bparapus, mauuentcku opranuzanuu, HI1O
3.3. WzroTesiHe Ha KpUTepuHu 3a W300p HA JiedeOHU 3aBEACHHs, KbM KOUTO Ja Ce
ch3/1a71aT UHPOPMALMOHHO-pePEPEHTHNUTE KaOMHETH IO PEJKU OOJIECTH.

= Cpok: rorau 2009 r.

= M3menauren: HKCPB, M3,
3.4. TlpoBexaaHne Ha KOHKYpC 3a M300p Ha Je4eOHU 3aBeICHHs, MOATOTOBKA U
ch37aBaHe Ha WH(OPMAIMOHHO-peepeHTHH KaOUHETH 10 PEeIKU OONECTH

= Cpok: nekemBpu 2009 r.

» 3meiauten: HKCPB, M3, neuebnu 3aBenenus
3.5. Hawano Ha ageiiHocTTa W (YHKIMOHHpAHE Ha WH(POPMAIMOHHO-pedEpEeHTHH
KaOWHETH MO peKHu OOJECTH ChIIIACHO 3allokeHaTa MHCTUTYIIHOHATHA paMKa

= Cpoxk: mapt 2010

» M3oeaauten: HKCPB, neueOnu 3aBenenust
3.6. Cp3naBane u (yHkimoHupane Ha HarumonamHnata Mpexa 3a peaku OoecTH
CBITIACHO 3aji0’keHaTta MHCTUTYIIMOHATHA paMKa

= Cpoxk: nexkemBpu 2010

* Msneaauren: HKCPB, neueOHu 3aBeneHns
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Heitnoct 4. Cb3naBane Ha HanmoHa/ieH perucTbp HA NANMEHTH ¢ peIKH 00J1ecTH
4.1. TlpoBexxaaHne Ha KOHKYpPC 3a JIeUeOHO 3aBEJCHHE, B KOETO Jia C€ Pa3IOoJIOKH
Hanmonanuus perucTbp Ha HaUEHTH ¢ PeAKU OonecTu
= Cpoxk: nekemBpu 2009 r.
= Msneanuren: HKCPB, M3, neuebHu 3aBeacHUS
4.2. YTouHsIBaHE KPUTEPUUTE U MPUHIUIIUTE 32 BKIIIOUBAHE HA PEIKU 3a00IsIBAaHUS
B HanmoHamHust ciucbk Ha peaxu 0onectu
= Cpok: nekemBpu 2009 r.
= M3nbanuren: HKCPB, M3, H30K, MAJI, HauMoHaIHU KOHCYJITAaHTH,
MEIULUHCKUTE HAYYHU JpYKeCTBa B bbirapus, naiMeHTCKU OpraHu3alii,
HIIO
4.3. Cp3naBaHe Ha yyeTHA, OTYETHA JIOKYMEHTALUS | CIIeNUaIu3upan coPpryep 3a
¢dbynkmonupaneto Ha HanumonamHata Mpeka 3a peaxu Oonectu u HanumonamHus
PETrUCTbpP Ha MAllUEHTH C PeAKH OOJIECTH.
= Cpok: nekemBpu 2009 r.
» M3menauten: HKCPb, M3, H3O0K, WAJl, MeIuuuHCKUTE HAyIHH
npyxxectsa B bearapus, maunentcku opranusanuu, HI1O
4.4. Cp3naBa"e M (yHKUMOHMpaHe Ha HalMoHamHMS perucTbp Ha MALMEHTH C
peaxu 6onectu chriacHo 3ajoxkeHaTa MHCTUTYlIMOHAIHA paMKa
= CpoOK: TEKYII
* Mznenauren: HKCPB, menunuHckuTe HayyHu ApykecTtBa B bwirapus,
nedeOHU 3aBeICHHS
4.5. CnOupaHe Ha enuaAeMHOJOIMYHa HHpOpManus 3a 3aboiseMocTTa U
OosecTHOCTTa OT peaku bonectu B brarapus
= CpOK: TEKYII
* M3nenauren: HKCPB, MenunuHckuTe HaydyHM ApyKecTBa B bbirapus,

nedeOHU 3aBeJIeHH S, MalMeHTCKu opraau3ammu, HI1O
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Jeiinoct 9. IloBumaBaHe Ha 3HAHUATA W NpPo(decHOHAJHATA KBATHPUKALUS Ha
MEJUIUHCKUTE NPOo(ecHOHAJNCTH B 00J1acTTa Ha PpaHHaTa NPOPUIAKTHKA H
JAUATHOCTHKA Ha peAKUTe 00/1eCTH.
9.1. OOyueHue Ha CTYINEHTH M JIEKapu 3a IIOBUIIABAHE TEXHUTE 3HAHUA MU
npodecroHanHa KBIM(UKAIUsA B 00JIaCTTa HA paHHATA JUArHOCTHKA HA PEIKUTE
Oonectu
= Cpok: nekemBpu 2010 r.
= M3nbanuren: HKCPb, MenuuuHckuTe HaydyHu ApyxkectBa B bbirapus,
nanueHTcku opranuzammu, HITO
9.2. Opranusupane Ha pabOTHHU CpPELIU, CEMUHAPU, KOH(EpEeHIMU U OCUTYpsIBaHE
Ha CTaHJapTH 3a JIeYeHUe Ha peaKu 0osecTu
= CpoOK: TEeKyIL
* 3nenauren: HKCPB, MenunuHckuTe HaydyHH 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 (GYHKIIMOHATICH MPUHITUI
= Cpok: nekemBpu 2010 T.
= M3menuauten: HKCPB, M3, H30K, MAJI, HanMOHaTHU KOHCYJTAHTH,
MEIUILMHCKUTE HAYYHU JIpykecTBa B bbiirapus, maiueHTCKU opraHu3allvH,
HIIO
10.2. Opranuzupane 1 IpOBEXKIaHE €IMH BT FOJUIIHO HA HAIMOHAIHA KJIMHUYHA
KOH(EpEHIHS 3a PeIKU O0TIeCTH
= CpOK: TEKYII
= M3nbauuren: HKCPb, M3, H30K, MAJI, HauMoHamHU KOHCYJTaHTH,
MEIUILUHCKUTE HAYYHU JIpykecTBa B bbiirapus, maiueHTCKU opraHu3alui,

HIIO
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Heitnoct 11. IIpomouuss Ha WHTErpUpPaH MOAX0A NPH MPWUJIATAHETO HA
NpopUIAKTHKATA, JAUATHOCTUKATA, JIeYEHHETO M COLMAJIHATA HWHTerpamusi Ha
ManueHTHTE U TEXHUTE ceMeiicTBa

= CpoK: TEKYIII

= M3nbinuten: HKCPB, M3, H30K, MAJI, HauMoHaTIHU KOHCYJITaHTH,

MEJIUILUHCKUTE HAYYHU JIpykecTBa B bbiirapus, maiueHTCKU OpraHu3alluH,

HIIO

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

= CpoOK: TEeKyIL

* 3nenauren: HKCPB, MenunuHckuTe HaydyHH 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.
= M3nbaauren: HKCPb
13.2. Tlogkpena u chrpyaandectBo ¢ HIIO u aconmanuuTe Ha MAUEHTH C PEIAKU
Oonectu
= CpoK: TeKyI
* M3nenauren: HKCPB, MenunuHckuTe HaydyHM ApyKecTBa B bbirapus,

nauuenTcku opranuzanuu, HITO

Heiinoct 14. YcraHoBsiBaHe Ha TSICHA KoJa0opauus ¢ Jpyrure CTPaHM Ha
EBpomneiickus cb103

= CpoK: TeKy1I|

= M3neiaanten: HKCPB
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