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VBoa

Pujerke 60ACCTH IIPEACTABSjY KAMHUYKH XETEPOICHY
rpyny 6oaectu. ITojearHauHO, OHE MMajy BPAO MaAy ydec-
TAAOCT y OIIITOj ITOMYAALMjH (5 nojeaunana Ha 10.000
CTAaHOBHHKA), aAH IIPCACTaBAAjy BEAUKY IPyIy oboscra
KOja y YKYITHOM OOMMy MMa 3Ha4ajHy Y4ECTAAOCT Y OIILITO]
IIOMYAALIMjH M BEAMK YTHLj HA MOPOMAMTET, MOPTAAUTET
U KBAAHTET >KMBOTA CTaHOBHMINTBA. [lako pujerke, kapa
ce yame muxoB 0poj (usmehy 6.000 u 7.000 pasamuntux
AWjarHO3a) AOAASHMO AO NOAATKa Aa y EBporn 04 pujerkux
6oaectu 60ayje oko 6-8% ujerokynHe nomyaaruje. YHyrap
caMe rpyIe pMjeTKUX 6oaecTH, IIOCTOj€ U OHE KOj€ Cy “BpAo
pujetke’, Te morabajy jeany ocoby na 100.000 craHOBHHKA

HAHW YaK M MaIbC.

C MeAULIMHCKe TaYKe TACAHIITA, TO Cy Hajueuthe xpo-
HUYHE, ACTCHEPATHBHE U CMPTOHOCHE GoaecTy, 360r 4era je
000/eANMa 3HAYAJHO YMACH KBAAMTET XKUBOTA, OCEOHO
3aro wmro saBuce o Tyhoj nomohn. Ca conmjase crpase,
JaBHOCT, 2 YaK U MEAMIMHCKU KPYrOBM, UMajy BPAO MAaAO
CasHamwa O PUjeTKUM OOACCTHMA.

HajsHayanuju akTyeAHH HM3a30BH CBaKe 3ajEAHHLE Y
IPUCTYITy U 30pHIbaBalby PUjETKHX OOACCTH Ce OTACAR]Y Y
HEAACKBATHOM IIPCIIO3HABAMY, HEYjEAHAYCHO] M HEAACK-
BaTHO]j KAaCI/I(l)I/IKaLII/IjI/I, HEAOBOSHO AOCTYITHOj AMjarHOC-
TULM, BEOMA OTPAHHYCHUM TEPANHUjCKUM MoryhHocTHMa,
HEYjEAHAYEHO] U HEAOBOAHO KBAAUTETHOj 3APABCTBEHO)
3ALITUTH U BHCOKO]j LIMjCHH AHjedCHba U bere, 030HAHUM
COLIMjaAHUM KOHCEKBCHIAMA, M30AALMjOM M MaprUHAAH-
sauujoM obomeanx oa pujerkux 6oaectu. 36or pujeTke
HOjaBe M OCKYAHHMX MHQOpMAIHja KOje Ce€ OAHOCE Ha PH-



jeTke GOACCTH, KBAAUTETHA CAPaAba U MAKCHMAAHA HUCKO-
PHIITEHOCT OrPaHMYEHUX PECYPCa Ha IOAPYYjy PHjeTKHX
6oaecTH 0A IOceOHE Cy BAXKHOCTH.

OBaj raobaaHM mpobAEM, NPENO3HAT je OA CTpaHe
Csjercke sapascrsene opranmsanpje (C30). Axryeana
mehynapoana xaacuduranmja Gosectu (y Aamem Tekc-
TY: MKB-10) caapku  Kaacuukanyjy cera 200, og
HOCTOjChI/IX oko 8.000 pujetkux OoAecTH, IITO OHEMO-
ryhaBa aACKBAaTHO PpErHCTPOBakbe M MOHUTOPHHI OBHX
obomera, YKaoydyjyhn HEAOBOSHY AOCTYIIHOCT PEACBaHT-
HuX uH$OpMalMja U HeMOryhHOCT apekBaTHe pasmjeHe
nH$opmanuja u ynopehusara moaaraxa. Ms ncrux pasaora
He ITOCTOj€ HHU HOTITYHO PEACBAHTHH ITOAALIU O Y4ECTAAOCTH
pujerkux 6osectu. C30 je moxpenyaa 11-ry peBusujy
MKGBD, ca dokycom Ha aeraman oOyxBar U cBeoOyxBaTHY
KAacHUKALH]y PHUjeTKHX GOAECT, @ BEHA AOCTYIHOCT 32
ymotpe0y ce odekyje 2015. ropuse.

MsasoBuy npucTymny ns6pumaay pHjeTKIX 00AecTH
HapOYHUTO Cy U3PAXKEHHU Y 3€MAAMa A MAAOM ITOIYAALIHjOM
U orpaHmdeHuM ¢uHaHcHjckuM Moryhnocrnma. Kapak-
TEpUIIE HUX: PUjeTKAa I0jaBa y IOMYAALMjU, HEAOCTATaK
PEACBAHTHHX CIHHMAEMHOAOIIKUX I[OAATaKa, HEAOCTATAK
HCKYCTBA U 3aUHTEPECOBAHOCTHU BAPABCTBEHHX PAAHHKA,
HEIIOCTOjatbe CHCTEMATHYHOT IpHUCTyna U Hemoryhoct an-
jeyerba, BUCOKU TPOIIKOBH AHj€YEH-A 32 MAAU 6poj 6oasecTH,
HeusBjecTaH HMCX0A 6oaectn, HemoryhHoCT peseBaHTHE
IIPOLIjeHe TPOLIKOBA YKYITHOT TPETMAHA PUjETKHX OOACCTH,
HEAOCTATaK II0CEOHO NAAHUPAHUX OYLIETCKHX CPEACTaBa
32 AMjedyere Te HEAOCTaTak 3akoHcke perysaruse. Ca
uctuM npobaemuma je cyodeHa u Pemybamka Cpricka.
Beanko onrepeheme mpeacTaBma HepOCTaTak aAeKBaTHE
KAACHUKALMje M PETUCTPALMje PUjEeTKUX 6oAecTH, HEAO-

BO/SHA OPTaHU30BAHOCT U IIOBE3AHOCT CBHX CEIMCHATA Y
npucrymy oboseauma o pujerkux Goaectn. Takobe, moc-
TOjH HEAOBOASHO Pa3BHUj€HA CBHM)ECT U OIIITE U CTPYYHE jaB-
HOCTH O 3HAY3jy PUJETKHX OOACCTU U HHXOBOM YTHIAjy Ha
3APABAE U KBAAUTET SKUBOTA.

ITporpam 3a pujerke 6oaectu y Perrybanuu Cprickoj
(y Aamem tekcry: Ilporpam), obyxsara cBe 3HavajHE TeMe
Koje ce opAHOCe Ha pujetke 6oaectu y Penybanuu Cprickoj
ykayayjyhn nusese u Mjepe 3a ynanpehere tpermana pu-
jerkux 6oaectu y Penrybanuu Cprickoj, y mepuoay oa 2015.
A0 2020. roaune. I'lporpam je sacHOBaHa Ha AMPEKTHBaMA
ITapaamenta Espone u Casjera Espone (mapr 2011.), oa-
aykama Epornicke xomucnje (jya 2010.) n npenopykama
Casjera Espone (jynu 2009.), ca ¢oxycoMm Ha IOAPIIKY
Pa3BOjy BAPABCTBEHE MOAMTHKE / HPOIPaMa O PHjETKHUM
60A€CTHMA, IPUMjEHY CABPEMEHHX HAY YHHX CA3HAA Y LIHAY
yHanpehema Tpermana pujeTknx 6OAeCTH, YAPY)KMBarbe
CBHX PECypCa, SYACKY COAMAAPHOCT U pa3Boj MehyHapoaHe
capajbe.

AepuHuiyja u KapaKTepUCTHKE
pujeTkux 6oaectu

Tepmun “pujerke 6oaecT” OAHOCH €€ Ha IIMPOKY
XCTEPOreHy IPyIy OOACCTH, KOje Cy YIAABHOM I€HETCKOT
MAH KOHICHHMTAAHOI IMOPHjEKAA, IIPOrPECUBHOI XPOHHY-
HOT, ITOAMCHCTEMCKOT HcromaBamwa. Ilpema aeununumju
EBporicke opraHusaliuje 3a pHjeTke 6oaectu (,,Eumpean
organization for rare diseases* — EURORDIS), pujerkum
Goaectuma ce cmarpajy 6oacctu Koje ce cycpehy xoa He



BuiIIIe 0A 5 ocoba Ha 10.000 IPUITAAHMKA OTIIITE ITOMTyAALIHje
(ue Bume op jeAHOT obomesor Ha 2.000 IPUITAAHUKA
onte nomyaauuje). [lToceban 3Hadaj pujerkux Goaectu
j€ Y YMIEHUIU Ad, MAKO PHUjETKE IOJEAMHAYHO, ¥ YKYITHOM
TI0jaBAUBARKY TIPEACTABSA]Y TPYITY OA OKO 6.000 a0 7.000
obomema, Tako A2 Opoj obomearx oa pujerkux bGosecTn
3ay3MMa 3HAYAJHO MJECTO Y YKYIIHOM O6OAI/IjCBaH>y
CTAaHOBHMIITBA, YIPKOC PHUJETKOM jaBraky IIOjEAUHE
pujeTke 6oaecTH. AKTyeAHa AMCTa PHjETKHX 6oaectu je
AocTynHa Ha web crpanunm EBporcke eaekTpoHcke Mpexe
3a pujeTke GOACCTU U PUjETKE AUJEKOBE, www.orpha.net.

Hajschu 6poj (oxo 75%) pujetkux 6oacctn ncnomasa
ce OAMax Mo pobe}by HAH Y PaHOj Aj€Yj0j A0GH, saXBaTajyhu
4-5% HoBOpObheHYaAM M AOjeHUYaAH (koHTEeHHUTAaAHE aHO-
MaAHje u AedpopMalje, MOHOTCHCKE OOACCTH, HACHEAHE
nopemechaje mMeraboausma, pujerke Tymope). Pujerxe 6o-
AECTH KapaKTEpHILE IIPOIPECHBAH HEIIOBOMSAH TOK M BPAO
yecto paHo ymupame (30% ymupe y yspacTy A0 IeT TOAUHA
XKHBOTa U AoaaTHO 12% y yspacty Ao 15. roaune JKUBOTA).
Oxo 80% pujetkux Goaectn mocmeauia cy nopemehaja
y T€HOMY, Ca jOII YBUjeK HEPA3jallllbeHOM E€THOAOTHjOM Y
3HaYajHOM Opojy oBHX 06omema. Hemoryhuocr nau xacho
MOCTaBAbAME AUJaTHO3E AOBOAE AO TPajHUX omrrehemwa u
MOCAHEANIIA TIO 3APaB/&E, KAKO MAIHjEHTa, TaKO U HEro-
Be mopoawutie. Y rpyny pujetkux 6oaectu Takobe crasajy
U PUjETKM UMYHOAOLIKH nopeMehajn, PHJETKU A€TeHEpa-
THBHU nopeMehajI/I, PpHjeTKa MaAUTHA obomema u pujeTke
HH}EKIHje.

JaBHO-3ApaBCTBEHH 3HAYaj PHjETKHUX 6oaecTH pouC-
THYE U3 CA3HAHA AA j€ CIIELIMPUYIHA AMjaTHOCTHKA AOCTYITHA
TeK 3a jeaHy TpehmHy pujetkux Goaectn, a HeKd OOAHMK
Amjedersa 3a oko 250, op yxymnHo 6.000-8.000 Bpcra pujet-

kux boaectu. Y CAY4ajy PaCIIOAOXKUBE TEPATIU]j€E, YTAABHOM CE
PaAHM O BeOMa CKYIIMM U TEIIKO AOCTYIIHUM AHjekoBuMa. M3
HABEACHHX Pa3AOra PUjeTKe OOACCTH U PUjETKO AOCTYIIHH U
CKYIIH AHjEKOBH 3 AMjCUCHE PHjETKUX OOACCTH HA3HBA)Y Se
«orphan> 6oaectu i «orphan> AnjekoBH, OAHOCHO GoAec-
TH CUPOYaA U AUjEKOBH CUPOYAA,.

PaHo 1 aAEKBATHO IOCTaBAAME AMJATHO3E PUjETKHX
6OACCTH 3aCHUBA CE HA PAHOM IPEIIO3HABAY U AOCTYITHO]
AMjaTHOCTHUIIH, 32 KOj€ j€ HEOTIXOAHO O6C36I/IjCAI/ITI/I creLm-
jAAM30BaHy CAYKaLMjy 3APABCTBEHMX pasHMKA. Y3uMajyhu
y 003Hp Aa je AHMjedere AOCTYIIHO 32 BEOMa MaAH 6poj
pUjeTKuX GOACCTH, 3APABCTBEHU INPOTPAMU y IIPUCTYILY
pujeTkux OoAecTH MOpajy OMTH YCMjepeHH Ha MacOBHU
HCOHATaAHH CKPUHHHI DPHjeTKHX OOACCTH KOje ce MOry
AMJEYMTH, UUAAHM TPEKOHLENIMJCKM M IPEHATAAHU
CKPUHMHUT U TIPEBEHLIU]Y paba}ba Ajelie ca pUjeTKUM 60-
AECTHMA 33 KOje HE IIOCTOjU AMjederbe, MPUMJjEHY CHELU-
duune eH3MMCKe Tepanyje Kop obomeanx u 06esbjehubame
AACKBaTHE BHCOKOCIICLIUjAaAM30BAHE CTPYYHE EKCIIEPTU3E
U TeHETUYKOT MHPOPMHUCAKmA U CABjeTOBaHa y CBUM Ha-
BEACHUM obAacTHMa NpPEBEHLIUj€ U AMjEYEHa PHJETKUX
6oaecTu.

YKynas TpeTMaH AMLA ca PHjeTKMM OoAecTHMa 3ax-
THjeBA MYATUAUCUMIAMHAPHH IIPUCTYII, LIEHTPAAHM3aLH]y,
CTPYH4HY €KCIIEPTU3Y Ha pETHOHAAHOM HUBOY U MehyHapoaHY
capaamsy. To ykasyje Ha moTpeby opraHu3oBara MyATHAHC-
LUNAMHAPHUX THMOBA 3APAaBCTBEHHMX PAAHUKA Y IHAY
obesbjehuBama cTpyuHHX pecypca, LEHTpPaAH30BaHOT
OTKpHBama U EBUACHTHPaha, MOHUTOPHUHTA, AUjarHOCTHKE

H AHjeYCHa AULIA CA PUjETKUM OOACCTHMA.



IIpaBHu OCcHOB 3a H3paay
nporpama 3a pujerke boaectu

IMocseamwux acniennja, EBporncka yHuja npeaysuma u
CIIPOBOAM 3HAYajHE AKTHBHOCTH HA KPECHPALY YHUPOPMHOT
U OAP>KHUBOTI OKBUPA U CMjEPHHLA 32 IPUCTYII PUjeTKUM
6oaectuma y EBporn. OBe akTHBHOCTH peaausyjy ce Kpos
paa excrepTHHX pasHuX THjeAa ITapaamenta EBpone u
Casjera Espomne. Casjer Espone je 2009. roaune ycsojuo
"Ilpenopyke CasjeTa 3a aKTMBHOCTH Ha ITOAY PHjETKHX
6oacctu (Council Recommendation of 8 June 2009 on
an action in the field of rare diseases) (http://eurlex.cu-
ropa.cu/LexUriServ/LexUriServ.do?uri=0J:C:2009:1
51:0007:0010:EN:PDF). ITpenopyke Casjera Espome
Cy 3aCHOBaHE Ha AOKYMEHTHMA U IIPENOpyKaMa Koje Cy
npupeMusn: Myatupucnunausapaa rpyna  Espormcke
xomucuje, DG SANCO paana rpyma 3a pujerke 60aectu
(www.rdtf.org), ORPHANET npojexar 1 EURORDIS
(www.curordis.org). OBe nmpenopyxke cy 3acHOBaHe U Ha
AOKYMEHTHMA IPOUCTEKAUM M3 aKTyeaHor EBpormckor
IPOjeKTa 32 Pa3BOj HAIMOHAAHHUX INPOrpaMa 3a PHjETKE
6oscctn (EUROPLAN  www.europlanproject.en), xoju
je AHMO eBpoOICKOr mporpama ~ApymTBeHa akijja 3a
noapyyje jasuor sapasna’ (Community Action in the field
of Public Health).

I'rsaBEm museBH Koje je mocTaBuaa EBporcka ynuja
Ha IOy PHjETKUX 60ACCTH ce OAHOCE Ha YHanpeheme naeH-
TUdUKALHje PUjETKHX OOACCTH; MOAPLIKY PasBOjy 3ApaB-
CTBEHHX IPOrpaMa y 06AACTH pUjeTKUX OOACCTH Te PasBoj
EBporicke capapme, KOOpAMHALMjE M HaA30pa y 00AacTH
pujeTkux 60ACCTH.

I'raBne npenopyke Casjera EBpore Ha mosy aktus-
HOCTH y Luny yHanpelema npucryna pujerkum 6oaectnma
OAHOCE Ce Ha: AOHOIICHE NPOrpaM M aKIIMOHHX IIAAHOBA
3a pujeTke 6oaecTH y 3eMaama yaanuama Esporcke Yan-
je (y aamem Texcry: EY) a 'y nnmy o6es6jchusama jeana-
KOT U aACKBAaTHOI IIPHCTYIA KBAAHUTETHO] 3APABCTBCHO]
3alITUTH, KOja YKAYUYYje AOCTYIIHOCT AMjarHOCTUIIM, AHje-
qewy U “orphan” AUjEKOBHMA M AHLMMA ODOMSEAHM OA
pujeTKuX OOACCTH; YCIIOCTaBbabe AACKBATHE AeQHHULIHjE,
KOAMHKALIMje M KaTAAOTH3ALMje PHjETKHX bosecT u
ycrocTaBsare 6232 10AaTaKa O PHjeTKUM OOACCTHMA; CIIPO-
Bol)etbe MCTpaKHUBamba Ha IMOAY NPHMjEHE CHELUPHIHOT
AMjeYEmha PUJETKUX 60AECTH; OCHUBAME KOOPAMHAIIMOHMX
LIeHTapa U pedepeHTHE MPEXE 32 PUjeTKe OOACCTH MUPOM
Espore, ca ycrocraBsarmbeM jeAUHCTBEHOT €BPOIICKOT HH-
popManMOHOr cHCTeMa 32 puUjeTKe OOACCTH; OKYILbAmEe
eKcIiepara 3a pujeTke 6OACCTH Ha €BPOICKOM HHBOY; YHa-
npeheme capapme ca opraHusanyjaMa manujeHaTa ca pujet-
KMM OOACCTHMA M IPOMOLMje OAP)KHBHMX aKTHBHOCTH Ha
IOy PHjETKUX 6OACCTH.

Y cxaaay ca mpenopykama Casjera EBporme, semne
uaanune EY u ocrase eBpomncke semme umajy moryhHocr
Ad OCTBAape Capapky, KOPHCTE BHCOKOCIICLIHjaAH30BaHE
KOHCYATALIWje, Y4YecTBYjy y MelyHapoAHHM KAMHHYKUM
CTyAMjaMa 32 IPUMjeHY HOBHUX TEXHOAOTMjA Y AMjEdEHy
PpHjeTKuX 6oAaecTH U AQ AHMjede CBOje MAllUjeHTe Y MHOCT-
paHCTBY, Kaaa To Huje Moryhe y cBojoj semmu.

I'lpaBuu ocHoB 3a poHomewe IIporpama 3a pujerke
6oaectu y Perybanuu Cprickoj cappxkan je y oppeabama
3aKOHA O 3APABCTBEHO] 3AIUTUTH (,,CAy>K6CHI/I raacHUK Pe-
ny6anke Cprcke”, 6p. 106/09), 3akoHa 0 3ApaBCTBEHOM
ocurypamy (,,Cayx6enn raacauk Perry6anxe Cpricke®, 6p.



18/99,51/01,70/01,51/03,57/03,17/08,01/09 1 106/09)
te Iloantnun ynanpehusama 3apaBya CTAaHOBHMIUTBA
Pery6anke Cprcke oo 2020. roause, (»Cay>x6enu raacHuK
Peny6anxe Cpricke*, 6p. 92/12)

YaanoM 2. 3akoHA O 3APABCTBCHOj 3AIUTHTH AcdHU-
HHCAHO j€ AA j€ 3APABCTBEHA 3ALITUTA CKYIl YCAYTa M aK-
TUBHOCTH 3a yHanpehuBame U OuyBame 3ApaBAA AYAH,
crpeuaBarbe 000AMjeBaba M IMOBPEAQ, PAHO OTKPHBAME
oboamjeBarba, OAArOBPEMEHO AMjedere M pexabuauTa-
1ujy. YCAyre ¥ aKTHMBHOCTH 3APABCTBEHE 3AIUTUTE Cy KBa-
AuTeTHe, Oe3bjepHe, epuracHe, ePEeKTHBHE M 3aCHOBA-
HE Cy Ha HAayYHUM AOKAa3HUMa M Y CKAAAy Cy ca HadyeAMMa
npoecuoHasHe etuke. JaaHoMm 8. mcTOr 3akoHa ce Ae-
¢unnme aa ce Ha HuBoy Penybanke Cpricke 06esbjehyje
3APABCTBEHA 3aIUTHTA INOA JEAHAKHM YCAOBHMA, IOITYAQd-
LIMOHUMM U HO30AOLIKMM IPyIiaMa OA OCEGHOT COLIMjaAHO-
MEAHIIMHCKOT 3HaYaja.

3akoHOM 0 3apaBcTBeHOM ocurypamy (,CaykGeHu
raacHuk Perrybanke Cprcke®, 6p. 18/99, 51/01, 70/01,
51/03, 57/03, 17/08, 01/09 u 106/09) ypebyje ce cucrem
006aBE3HOT U IIPOLIMPEHOT 3APABCTBCHOT OCHIyYpatha, IIPaBa
U3 OCHI'yparba, HAYUH OCTBAPHBAbA [IPAaBa 1 HAYCAA [IPHBAT-
HOT 3APAaBCTBEHOT OCUTYpatba.

IToanTuka yHanpehusama 3ApaBsa CTaHOBHHIITBA
Peny6anke Cpricke Ao 2020. roause, Kojy je ycBojuaa
Baaaa Peny6auxe Cprcke (,Cayx6enu raacuuk Pery6-
auke Cprcke, 6poj 92/12), xao cBOj IpHOPHUTECTHH
IIpaBall AjEAOBAIbA HCTHYE CMAHBAE PA3AMKA Y 3APABAY
CTAaHOBHMUIITBA ITyTEM Pa3BHjakba CICIUPHUIHHX TOAUTHKA,
IPOrpaMa U aKIIMOHMX TAAHOBA YCMjEPEHHX Ha COLIMjaAHE
OAPEAHHIC 3ApaBMA M ycpeacpeheHocT Ha  KayuHa
II0APYYja Ka0 IITO Cy: PaHU PACT U PasBOj, 3AMOCACHE U

YCAOBU paAd, COLMjaAHA 3aIUTUTA, NPEBEHLHUja U TPET-
MaH 0OACCTH, CMambUBABE COLMjAAHE HUCKAYYCHOCTH U
PpambUBOCTHU IIOjEAMHALIA M 33jEAHMIIA, TE CMALUBAILE HE-
JEAHAKOCTH Y 3APaBoy (moBesaHo ca cMamUBamBEM HejeA-

HAKOCTH Y APYIUTBY).

Amnaausa TPCHYTHOT CTamba

C o6supom Ha MawkaBoctu Aecere MehyHapoane
xaacuduxanuje 6oaectn (MKB-10) u Ha HenocTojame cuc-
TEMATHYHOT NIPUCTYNA pujeTkuM Gosectuma y Penybanuu
Cprickoj He IOCTOje AACKBATHH CHMACMHOAOIIKH ITOAAITH
0 pujerkuM 60ACCTHMA, HE IIOCTOjU YHHPOPMHH CHCTEM 32
PErUCTPALHjy PUjETKUX OOACCTH, HUTH AHCTa O0O0MSEAHX OA
pujeTkux 60ACCTH Ka0 HU TOCEOHO ACPUHMCAH U [IAAHUPAH
Oyuer 3a pujeTke 6oAeCTH.

YBaxasajyhu EY aedununmje n xpurepujyme sa
pujetke 6oaecty, mpoujemyje ce Aa 6u y Perrybannn Cpn-
ckoj oko 6-8 % na 1.400.000 craHOBHHMIITBA MOIAO OHTH
noroheHo HekoM oA pujerkux Gosectu. C o63upoM Ha
YHBbCHULY A2 je HajBehu Opoj pujerkux 6oaecTn reHOMCKOT
HOPHjEKAA U AQ CE HajBChI/I 6poj HCIIOAABA Y TIPBUM TOAU-
HaMa JKHBOTA, oueKyje ce Aa ce y Penybanuu Cprickoj ro-
AHILBbE POoAH 0KO 50 Ajerie ca XpOMO3OMCKHM GOAeCTHMA,
oko 60 ajerie ca GoAeCTHMA y3pOKOBAaHHMM MyTalldjama y
jeanom reny 1 oxo 200 ajene (2% 04 9.500 HOBopobc:anAH)
ca KOHICHUTAAHUM aHOoMaAHjama. Takobe, mpowjemyje ce Aa
y Peny6anm Cprickoj y TOKy jeaAHE KaA€HAApPCKe TOAHMHE
oko 10% nau 1.000 tpyaHoha Hocu pusHk 3a 110jaBy Heke

pI/IjCTKC 6oaecTu KOA O4YCKHBAHOTI ITOTOMCTBA.



Penybauka Cpricka He mocjeayje CrernjaAu30BaHH
LICHTap 32 pHjeTKe OOACCTH aAU Cy YHyTap 3APaBCTBCHOT
cucrema, obesbujehenn ycaoBu sa nperpaxusame pusuka
M AMjarHOCTHKY Hajy4ecTaAujuX pujeTkux 6oaectu y Pery6-
aunnu Cprickoj.

VYhazaa 30 roarHa BpIIM AUjarHOCTHKA XPOMO30OMCKHX
6oACCTH M CKpMHMHT Ha (eHMAKeTOHypHjy (y moderky
CIIOPaAMMHO 2 CaAd PeAoBHO); op 2004. roauxe obasma
Ce CKPUHHHT CAyXa HOBOpObCH‘IaAI/I, a op 2007. ropune ce
00aBs>a HEOHATAAHH CKPHHUHT Ha xurotupeosy. 2009. ro-
AUHE je OTBOPEHO TE€HETCKO CaBjETOBAAMIITE, H 3aII0YCAO
ce ca IPEHATAAHOM AMjarHOCTUKOM XPOMO3OMCKHX 60-
AeCTH. Droxemujcku CKpHUHHHI TpyAHMIIA HA HajydecTa-
AMje XPOMO30OMCKe DOACCTH M IIpEeTpara PU3UKa OA KOHIe-
HUTAAHHX aHOMAAMja M TCHOMCKHX 6oaecTH y TpyaHOhH ce
06aBA>ajy oa 2010. roause.

Penybanka Cpricka je, Kao U cBe 3eMA€ €A MAAOM
IIOIYAQLIMjOM, CyOucHa ca mpobaeMoM HeMmoryhHocTH op-
raHHU30Baka AMjaTHOCTHKE M TPETMaHA 33 HajBehn 6poj
pujetkux 6oaectu. Vs Tor pasaora cy npuopureTHH Liu-
mesu Ilporpama ycMjepeHH Ha NpeTpakuBame PH3HKA,
NPEBEHIY]Y, IPEHATAAHY AUjaTHOCTHKY, PAHO OTKPUBAIbe
U AMJarHOCTUKY PUjETKUX 6oaectu KOj€ Ce yYECTAAH]j€E jaB-
A3ajy Y TIONyAauHju (KOHICHUTAAHE aHOMAAHj€, XPOMO3OM-
cke OOACCTH, TEHETCKE IIPEAMCIIO3HUIMjE, HMYHOAOUIKH
nopemehaju), u Tnjecny pernonasny u mehyHapoany ca-
PAAY Y LAY AUjarHOCTHKE U TPETMAHA BEOMA PUjETKHX
6osecTu (MOHOTeHCKe GOAECTH), KAO M HA CBUM MOMSUMA

BC3aHHM 32 YKYIIAH IIPHUCTYII U TPECTMaH pI/IjCTKI/IX 6OACCTI/I.
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]_II/IADGBI/I, IIH1AHA rpyna u HPI/IOPI/ITCTI/I

IInsesn Ilporpama ce opHOCE Ha: IIPEBEHIIM]Y, PAHO
NIPETNO3HABAbE M AMJaTHOCTUKY PHjETKHMX boaecTu; yHa-
npcheme eBuaeHTHpama; yHanpeheme nupopmmcanocTu
3APABCTBEHUX PAAHMKA U OIIUTE jaBHOCTH O PHUjETKUM
6oaecTHMA, KOOPAMHALHM]Y ca pedEePEHTHUM MEAULIMHCKUM
U HAYYHO-HCTPAXUBAYKUM MHCTUTYLHjAMA U YAPYKEHHMA
HallMjeHaTa ca PUjeTKUM 6oaecTrMA.

OBy tumeBr 0byxBatajy passujare HHGPACTPYKType
¥ MeXaHM3aMa 3a yHanpeheme perucTpoBama AHLA KOja
6oAyjy oA pujerkux 6oacctH, yHanpeheme cTpydHnx Karma-
LIMTETA 3APABCTBEHUX PAAHHKA U MHPOPMHCAHOCTH OIIIITE
jaBHOCTH O pujeTKuM OoaecTnMa Te yHanpeheme KoMyHH-
KaLHje ¥ CapaAibe Ha PETHOHAAHOM U Mel)yHapOAHOM HUBOY.

IInsee rpyme Ha koje ce oaHocu oBaj Ilporpam
YMHU C/AHOBHUMLEO: TIALIMJEHTH CA PHjETKUM OOACCTHMA;
OpayHH MapOBU ca IPOOAEMHMA PEIIPOAYKTHBHOT 3APaBAa;
TpyAHHILIC ca pusukoM 3a pabame Ajerera ca pujeTkoM
Goaeuhy reHOMCKOr NOpPHjeKAa; NMOPOAMLIE €A PUSHKOM
3a pahame ajetera ca pujerkom Goaemhy reHomckor mo-
pujexaa, Te cBa HoBOpoleH4ap; 3dpascmeenn paduunn
HA CBMM HMBOMMA 3APABCTBEHE 3ALITUTE, YKaoydyjyhu cBe
CIIEIMjAaHOCTH Y MEAUIIMHH KOj€ Cy YCMjepeHE Ha OTKPHU-
BaIb€, PETHCTPOBAILE, AUjATHOCTUKY, ITPEBCHIIH)Y, AUjCUCHE
u xa61/1AnTaunjy HalMjeHATa Ca PHjETKUM 6oaecTHMa Te #e-
8aadune opzanusayuje Uuja je AJEAATHOCT ITOBE3aHA Ca PU-
jeTKuM boAecTHMA.

ITpuopureTn mporpama 3a pujerke 6oaecT cy
yeMmjepenn Ha: obesbjehuBarme enmaeMuosomknx noaaraka
o pujetkuM OoaecTuMa U $OpMHpaEe CBUACHLHMjC 32



pujerke Goaectn y Pemybannm Cprickoj;  yHanpeheme
CTPYYHHX KaITAlIUTETA 3APABCTBEHHUX PAAHHUKA Y LIUAY
AACKBAaTHOT OTKPHMBAaKka U PaHE AMjarHOCTHKE PHjETKHX
Goaecty; yHanpeheme npeBeHumje pujerkux GoaecTd re-
HOMCKOT ~ IIOPHMjEKAQ ~ OPraHH30BaEM  EKCTCH3UBHUX
“screening’ nporpama; yHanpeherme npeBeHLje U AMjar-
HOCTHKE PHUjETKHX OOACCTH IC€HOMCKOT MOpHjeKAa yBobe-
FEM HOBHX AMjarHOCTHYKHX TEXHOAOTHjA M AOCTYIIHOCTH
FEHETHYKOM HH(POPMHCAY; YCIOCTABAAMbE HHTETPHCAHOT
IPUCTYNA OTKPHUBAKY, AMjaTHOCTHLM, NPEBEHLMH U CO-
LMjAAHO] MHTETPALMjH AHIA Cd DHUjETKUM 6osecTMa U
IUXOBUX TNOPOAMIA; U3PAAYy CMjEpPHMIIA U KpUTEpPHjyMa
3a $popmupare LeHTpa 3a pujerke boaectu y Perybanuu
Cprickoj Te ycrmocTaByare LCHTPa 32 pUjeTKe GOACCTH
y Penybaunn Cprickoj; mopusame CBUjECTH CTPy4HE H
OIILITE jABHOCTH O 3HAYAjy PHjETKUX OOACCTH M HHXOBOM
YTHIIAjy Ha 3APaBA€ CTAHOBHUIITBA; IIOAPIIKY M CAPAAKY Ca
HEBAAAMHHMM OPraHM3alfjaMa IAlMjeHaTa ¥ MOPOAMIA Ca
pujeTkuM GoaecTnMa; AeuHHCabe PUHAHCH]CKOT OKBUPA
3a pujerke OOACCTH U YCIIOCTAaBAAME MHTCPHALIMOHAAHE
CTPYYHE CapaAlbe Ha IIOAY PErHCTPOBAHA, MOHUTOPHHIA,

AMJarHOCTHKE, AHjeYeha U MCTPAXKMBAH-A PUJETKUX 6oAecTH.

IIporpamcke akTUBHOCTH

MmenoBame koopAuHaTOpa 32

pujerke 6oaectu y Perrybannu Cprickoj

Koopaunarop 3a pujerke Goaectu y Pemybauim
Cprickoj uMeHyje ce ca 3aaaTkoM Aa capabyje ca sapas-

11

crBeHuM ycraHoBama y Peny6annm Cprickoj, MehyHapoa-
HUM OPraHHU3al[HjaMa, CTPYYHHM YAPYXKCHHMA U HayYHUM
ycraHoBaMma y obaactu 6op6e npoTus pujeTkux GoaecTn Te
nomohu manujeHTHMa Koju 60AYjy 0A pHjeTKHX 60ACCTH.
Iberosa yaora je u y momohu y opmupamy
KOMI/ICI/IjC 3a pujeTKe boaecTH, LIeHTpa 3a pUjETKE 6oaectu
y Penybammm Cprickoj Te ycmocraByama u  Bobema
eBUACHLH]e 32 pujeTke 6oaectu y Perrybaunu Cprickoj.

Dopmupame Komucuje u ycrocraBmarme

Llentpa 3a pujetke 60aectn y Penybannu Cprickoj

Komucuja 3a pujemne 6oaecmu (y AASEM TEKCTY:
KOMI/ICI/Ija) jé MYATHAMCIMIAMHAPHO HMHTEPPECOPHO Ca-
Bj€TOAABHO THjEAO, KOj€ BPIIM KOPAMHALIM]y CBHX aK-
TUBHOCTH Ha nosy crnosohemwa [Iporpama. Kommcujy
uMeHyje Munucrap. Kommcuja mMa mpeacjeAHHKa, MOA-
npeacjeaHHKa 1 yaaHoBe. [ IpeacjeAHHK U MOATIPEACjEAHHK
MOpajy OMTH AOKTOPH MEAMLIMHE Ca 3aBPLICHOM CIICLIU-
JAAM3AIIMjOM U3 IMEAMjATPUjE MAM HMHTEPHE MEAULIMHE U
AOAATHOM CYIICHELMjaAHU3ALIMjOM U3 00AaCTH KAMHHUYKE
reHeTHKe, MeTaboAU3Ma, HMYHOAOTHj€, XEMATOAOTHJE,
ITYAMOAOTHj€, AEPMATOAOTHj€ MAU HEYPOAOTHjE. YaaHoBH
Komucuje cenmenyjy Ha mepuoa oa derupu ropune. Ko-
MHCHja AOHOCH ITIOCAOBHHK O PaAy, 3aCHOBAH Ha IPHOPHU-
TETHMa U IPOrPaMCKHM AKTUBHOCTHMA KOje €y AepUHUCaHe
I'Iporpamom. Komucuja AOHOCH TOAUIIELN IPOTPaM Paja,
3aCjeAd HajMame jEAHOM Y TPU Mjecella M IOAHOCH MH-
HUCTPY TOAUILESH U3BjEILTA) O PaAy. 3aaaTak KOMHCHjc jeaa
IIPEAAOXKH MPEXY CKCIIepaTa 3a PHjeTKe OOACCTH, CaAPIKaj
€BUACHLIHjE 32 PHjeTKe OOACCTH M AMCTY PUjeTKHX HoAeCTH

y Penty6anuu Cprickoj.



Lenmap 3a pujemxe 6oaecmu (y AameMm Tekcry:
LenTap) npeactaBsa HaydHO/CTpyuHy 6asy 4nmja ajeaar-
HocT ofyxBara ummnaeMeHTanujy IIporpama, obesbjehu-
Babe BHCOKOCIICIMjAAM30BAaHE €AyKallMje M TPEHHHIA
3APABCTBCHHX papHHMKAa y obaacTu pujerkux 6oaectn,
KpEHpame CTAHAAPAA M BOAWYA KAMHHMYKE IIPaKce 3a Mpe-
BEHIIM)jY, AMJarHOCTHKY, AHUje4YCHE U pexaGHAI/xTaquy
AMIIA Ca PUJETKUM 6oaecTHMA, KOOPAMHAIIMjy pa3MjeHe
MHGOpPMAIIMja M MCKYCTABa Y TPETMaHY PHjETKHX OOACCTH
usMel)y 3ApaBCTBEHHX YCTaHOBa Te YCIIOCTaBoAmEe U
oAprkaBame bancke capaame ca EBporickom pedepenTHOM
CKCIIEPTCKOM MPEXOM 32 PHjeTKe OOACCTH. YCIIOCTaBbvalbe
LlenTpa npeacTaBs>a €ACMEHTAPHHU YCAOB 33 YKAYYHBAE
Penybanke Cprcke y EBporncky excriepreky mMpexy sa
pujetke 6oaecTH.

Komucuja aaje caraacHoCTH Ha ITAQHOBE, IPOjEKTE,
U3BjeIITaje, KAUHUYKE CMjEepHHUIIE, IIPOTOKOAE U CTAHAAPAE
xoje npunpema Lenrap.

LenTap 3a pujetke GOACCTH Ce YCIIOCTABAA Y 3APAB-
CTBEHOj YCTaHOBH Kojy mpeasoxu Komucnja, ca nusem aa
KOOPAMHMpA CBE MPOTPAMCKE AjEAATHOCTH IpeaBHbeHe
ITporpamom. Ha npujeasor Komucuje, munucrap oapebyje
3APABCTBEHY YCTAaHOBY M UMeHYje pykoBoauona Llenrpa.

YCHOCTQBA)QH)Q CBI/IAﬁHHI/Ija 3a

pujerke 6oaectu y Perrybannu Cprickoj

3navyajua akTuBHOCTH y okBHpy Ilporpama jecre
Boheme eBuacHIMje. EBuAcHIMja ce BoAM Ha mpormmucaH
HAYMH, YIOHCOM IIOjEAMHHX YMIbEHMIIA HA OCHOBY AOKY-
MEHTalHje yTpreHe 3aKOHOM O €BHACHIIMjaMAa U CTATHC-
THYKUM HCTPAKUBABUMA Y obaacTu 3APaBCTBEHE 3AIITH-
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Te (Cayx6enn Inacaux Penybanxe Cprexe 6poj 53/07).
vy Bobe}by €BUACHIIMjE Ce IPHUM]jerbyjy HPOMNUCAHU METO-
AOAOIIKH NPUHLMIH U CTATHCTHYKU CTAaHAAPAU (AeduHu-
1uje, Kaacuduxanyje, HOMCHKAaTypa). EBupennuja pujer-
KHX OOACCTH Ce CIPOBOAM Y3 3arapaHTOBAHOCT 3aIUTHTE
CBUX AMYHHX, a TOCEOHO TeHETCKUX moaaraka. Bohemem
eBUACHLIHjC O pHjeTKUM GoaecTMa Tpeba 0besbujeanTy
LICHTPAAH30BaHO YHHPOPMHO IIPHKYIbAe U 0Opaay
noaaraxa o pujerkuM 6oaectuma; oppehusarme nHLIEACHIIE
M IIPEBAACHLIC TIOjCAUHHX pUjeTKHX O6oaectr y Penybanuu
Cprickoj; oapebusame yuemha pujerknx 6oaectu y mopbu-
AHUTETY M MOPTAAMTETY CTAHOBHHUILTBA; IIOMON y punpemu
AHMJarHOCTHYKUX U TEPAIHjCKUX IPOTOKOAA M CTAHAQPAQ 32
TPETMaH MalMjeHaTa ca pujeTKUM 6oaccTiMa; yHanpeheme
HHTEPaKIMj€ 3APABCTEHOT CHCTEMA M IMALIMjEHATA Ca PUjeT-
KUM 0OACCTHMA; O0jaBAMBABE PEACBAHTHHX IOAATAKA O
pujeTknM GoAecTHMA H BUXOBO yrnopehuBarme ca pernoHOM
TE OCTBapUBAbC KAMHMYKE M HayIHO-UCTPaXUBauKe Mehy-

HapOAHC CapaAbC.

YHanpcbe}be IpEBEHIj€ U AMjarHOCTHKE
PHjeTKHX 60AeCTH, KOHTEHUTAAHUX aHoMaAHja

U T€HETCKUX HpCAI/ICl‘[OSI/ILlI/Ija/CKAOHOCTI/I

Beoma orpanuuene Tepanujcke MoryhHocTH, ycaoBba-
Bajy Aa Ce TAABHO YCMjepEbe y TPETMaHy PUjeTKHX GoAecT
OAHOCH Ha PaHO OTKPHBAIE, IOY3AAHY AMjaTHOCTHKY,
NPEBEHIU]Y TTOCAHEAULIA KOA obomeanx u IpeBEHLHU]y pa-
bama ajene ca pujerkom 60oacuthy. Yaanpeheme npesenuuje
U AWjATHOCTHKE PHjETKHX OOACCTH, KOHICHUTAAHUX aHO-
MaAMja U TEHETCKUX CKAOHOCTH OCTBAPYj€ CE AJEAATHOCTUMA

yCMjepEHUM Ha:



MacoBHM HEOHATAAHH CKPHHHHT KOjH CE CIIPOBOAH
3a cBy HOBopoleHYap 32 OHe pujeTke 6oaecTH Koje
Huje Moryhe mpenosHaru Ha pobemwy, a Tepanuja je
moryha, aocrynHa u edukacua. ITorpe6Ho je pane
yHanpehusaru mocrojehu MacoBHnm HeoHaraanu
CKPHUHHUHT Ha KOHTCHUTAAHY XHIIOTHPEO3y U $eHHUA-
KETOHYPH)Y;
LUjy 3APAaBCTBEHUX PpAaAHMKA KOjU YYECTBYjy Y

CIIPOBOAMTH KOHTHMHYHMPAHY CAyKa-

HEOHATAAHOM CKPUHUHIY; NEPHOAUYHO HHOBHPATH
IIPOTOKOAE 32 IPUKYILAABE M TPAHCIOPT KPBH M
TPETMAH MAlMjeHaTa ACTEKTOBAHUX CKPHHHMHIOM Te
U3PaAUTH €Aab0parT 0 MOTPeOU U OAP)KUBOCTH yBOhe-
Ha CKPHHMHTA 32 OCTAaA€ pHjeTKe 0oAecTH

ITpommpeme/yHanpeheme AHjarHOCTHKE TIEHOM-
CKHX GOACCTH IPHMjEHOM CaBPEMEHHX AHjarHOC-
THYKUX TEXHOAOTHja Y MCAHIMHCKOj I'CHETHIH
IyTeM YBOlera MOCTHATAAHOI CEACKTHBHOI METa-
GOAMYKOr CKPUHMHIA KOA CYMEE HA HACAHCAHE MeTa-
Goamuke pujerke 6oacctu; mocrtHaraane AHK au-
jATHOCTHKE MOHOICHCKUX O0O&CH:A, YCIIOCTABAAA
capapme n ynyhusamwa AHK ysopaka y pedepentne
LICHTpe y MHOCTpaHCTBy (uucTHuHa ubposa, crm-
HasHa mummhza arpoduja, mummhue aucrpoduje,
xemoduanja A u b, aeykemuje y ajednjem yspacry
HTA); TIOCTHATAAHE LIUTOTCHETHIKE AHjATHOCTUKE HO-
Bopol)eHYaAHn H Ajelie ca CyMI-OM Ha XPOMO3OMCKE
0OACCTM M HHXOBUX IIPBOCTCIICHHX CPOAHHUKA, Y
CAyYajy CyMibe Ha 0OasaHCHpaHe XpOMO3OMCKe abe-
palyje; perucTpanyje KOHIEHUTAAHHMX aHOMaAMja
kop HoBopohenyapau nmo EUROCAT meroposoruju
U TpuKsyduBame EBporickoM perucrpy 3a KoHre-
HutasHe aHomaatje (EUROCAT-u); moctHarasHe
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LIUTOTEHETHYKE AMjarHOCTHKE I1apOBa ca IpobAEMHIMA
Yy IIpOKpeanuju (ca IOHOBASCHUM Iy6HIMMa TpyAHOha
1 UHPEPTUAUTETOM, Y IPUIIPEMH 33 ACUCTUPAHY 72 Vi-
170” OTIAOARBY ); BHUCOKOCIIEIIHjaAM30BAHHMX KAHHHYKIX
TCHETHYKUX KOHCYATALIMja, HHPOPMHUCAHOT IIPHCTAHKA
IIpUje TEHETCKOT MCIIUTUBAbA U ACTAAHOT TEHETHYKOT
HHPOPMUCarba U IIPOLjEHE PU3HKA HAKOH CIIPOBEACHE
AMjarHOCTHUKE, KOA, CBUX MCIUTUBAHHUX 0c00a.
Yuanpeheme aujarnocTuke MeHTaAHE peTapaanmje
ysohewem HoBux AHK Texnosormja ysobhemem
AHJarHOCTHKE MHKPOACACLIHJCKMX CHHAPOMA IPHUM-
jeHoM ayopecueHTHE iz situ” Xxubpuausauuje
(FISH); anjarnocruxe Fragilnog-X cunapoma, mpum-
jenom AHK TecroBa Te KAMHHYKMX TEHETHYKHX
KOHCYATalIYja, qu)opMncaHor MPUCTAHKA TIpHj€E Tre-
HETCKOT HCIIMTUBAA M ACTAS>HOT FEHETHYKOT HHPOP-
MUCaKa U MPOLjeHE PU3HKA HAKOH CITPOBEACHE AMjar-
HOCTHKE, KOA CBUX HCITHTUBAHHX 0c06a.
Yhanpeheme mnpeHarasHe AmjarHocTHke KoHre-
HHTAAHHX AHOMAaAHja H CMambelbe¢ HHIHACHIE HO-
BopoheHe Ajere ca KOHIeHHTAaAHMM aHOMaAHjaMa
H 030MAHUM IEHOMCKHM 0oAecTHMA, Koje Huje
moryhe amjeuntn. IlorpebHo je o06e3bujepnTH
LIMPOKY NPHMjeHYy OHOXEMHjCKOT CKPUHHHIA KOA
Tpyaruna (op 10 — 18 NG), sa Actexkunjy pusuxa
OA Hajy4ecTaAHjUX XPOMO3OMCKHX aGCpaLu/Ija (Dau-
nov sindrom, Edvardsov sindrom, Patauov sindrom) u
BEAMKMX KOHICHUTAAHHX aHOMaaHja (aeextu Hey-
pasHe Tybe M TPOYLIHOT 3MAR); IPCHATAAHY LIUTO-
ICHETUYKY AMjalHOCTHKY 32 CBE TPYAHMIIC Ca yTBP-
hernm mnoBuIeHMM pPUBHKOM 0A XPOMO3OMCKHX

Ooaectu deryca (pr,A,HI/ILIC npeko 35 TOAMHA XXH-



BOT4, Ca NO3UTUBHUM OMOXEMHjCKUX CKPHHUHIOM
HAM Ca TIO3UTHBHOM IIOPOAMYHOM aHAMHE30M Ha
XPOMO3OMCKE GOACCTH); IIPEHATAAHY AMjaTHOCTHKY
MOHOTCHCKHX OOACCTH Y MOPOAULIAMA €A AOKA3aHOM
AHK wmyranujom, ynyhusamem AHK ysopaxa y
pedepeHTHE LEHTPe y HHOCTPAHCTBY (LMCTHYHA
¢ubposa, cnunHasHa mumuhxa arpoduja, Mummhua
aucrpoduja I/IT,A,), C 0631/1p0M A CE PaAU O PHJETKUM
000;EHIMA 32 KOjE HE TIOCTOJH OIPABAAILE 32 PA3BH-
jame CONMCTBEHUX AMjArHOCTUYKUX PECYCPCa; BHUCO-
KOCIICLIUjaAU30BAHY KAMHHYKY TEHETHYKY KOHCYA-
Talyjy, HHPOPMHCAHH MPHUCTAHAK MpPHUje TEHETCKOT
UCITUTHBAbA U ACTASHO FEHETHYKO HHPOPMHUCAhE U
HpOLjeHy PU3HMKA HAKOH CIIPOBEACHE AMjarHOCTHKE,
KOA CBHX UCITUTHUBaHHX 0COba.

YHanpeheme remercke AMjarHOCTHKE pempoOAyk-
THUBHHX GOACCTH: MYIIKHM M JKCHCKH HHQEPTHAH-
TET, NOHOBACHU TyOuum tpyanoha um mprBopo-
henocr yBohewem nmroreHerHmuke AmjarHocTHKE
XPOMO30OMCKHX abepaupja KoA Iaposa ca uH$ep-
THAMTETOM U KOA ITapOBa Ca BUIIE OA ABHje HU3ry6-
smeHe pane TpyaHohe (npBu Tpumeactap) mam y
CAy4ajy HEpasjallllbeHOT y3poka MpTBopoheHOCTH/
kacHe cMpti 1a0p3; AHK amjarHoctke MyTanumja
y TEHMMa OATOBOPHHM 3a HACAHEAHY CKAOHOCT Ka
TPOMOO3H KOA ITapoBa Ca BHIIIE OA ABHje H3rybmeHe
paHe TpysHohe MAM y cAydYajy HepasjallimCHOTr Y3-
poka MpTBOpoh)eHOCTH/KacHEe CMPTH IAOAR, Kao
U KOA MapoBa ca MHPEPTUAMTETOM HeEpasjalllibeHe
€THOAOTHjE; AHK AMjaTHOCTUKE MMKPOAEAELIUjE
Y xpomosoma koa AMIIa MymKor mosa ca uHep-
THAHUTETOM T€ BHCOKOCIELHjaAH30BAHE KAHHUYKO
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e)

FeHETHYKE KOHCYATAIHje, HHPOPMHICAHOT IIPUCTAHKA
IpHje TEHETCKOI HCIHUTHBAMbA U ACTAAHO T€HETHY-
KO MHPOPMHUCAIE U TPOLjEeHY PUBHKA HAKOH CIIPO-
BEACHE AUjarHOCTHKE, KOA CBUX UCITUTHBAHUX AMIIA.
YHanpeheme AujarHOCTHKE XEeMAaTOOHKOAOMIKHX
nanmjenara o6es6jehuBameM LMTOrCHETCKE aHAAM-
3¢ XpOMO3OMCKHX alepaljja y KOCHOj CPXH H IIe-
prdepHOj KPBH; AHjATHOCTHKE CKPHBEHHX H KOM-
NACKCHHX TPaHCAOKAL[Mja XPOMO3OMa IPHMjeHOM
FISH aujarHoCTHKE; HMyHOPECHOTHITH3AIIMjOM KOA,
XEMATOOKHOAOIIKMX H MAI[MjeHaTa Ca PUjeTKUM HH-
¢exiyjamMa, IIPUMjEHOM METOAA IIPOTOYHE LIUTO-
merpuje; AHK pmjarsocTiiom Myranmja y tymopcy-
HPECOPCKUM [CHUMA M OHKOTCHHMa; AMjalHOCTHKOM
XPOMO3OMCKHX a6epau1/1ja npumjeHoM AHK eceja u
BHCOKOCIICLIJAAU30BAHOM ~ KAMHHYKO —TICHETHIKOM
KOHCYATAIHjOM, HHq)opMI/xcax-mM IIPUCTAHKOM TIpHje
FeHETCKOT MCIIUTUBAKbA U ACTA/oHUM TEHETUYKUM HH-
dopMicareM U IPOLjeHOM PU3HKA HAKOH CIIPOBEACHE
AMJarHOCTHUKE, KOA CBUX HCITUTUBAHHX AULIA.
Yuanpeheme AnjarHocTHKE reHETCKHX CKAOHOCTH
KA XCPCAHUTAPHHM MAAWTHUM OOOMCHHMA IIyTEM
ucnutuaa AHK mapxepa sa mpumjeny xemo-
tepanuje: K-ras, HER2, EGFR i sl; AHK aujar-
HOCTHKE MUKPOCATCAMTCKE HECTAOMAHOCTH M IIpeT-
para reHCKHX MyTaljHja TOBE3AHHX Ca XCPEAUTAPHHUM
HCITIOIHUIIO3HUM ~ KOAOPEKTAAHHM  KAPI[MHOMOM;
AHK anjarnocruke myraruja y BRCAL i BRCA2
FEHHMMA KOA XEPEAUTAPHUX GOPMU KAPLIMHOMA AOjKE
U BHCOKOCIICIIMjaAM30BAHE KAMHHYKO TCHETHYKE
KOHCYATaLIHje, I/IH(l)OpMI/IcaHOI‘ INPUCTAHKA TNIpHj€ Tre-

HCTCKOT UCITUTHBAKkA U ACTASHOT TCHECTHYIKOT I/IH(l)OP-



MHCama U HPOLT,jCHC pH3HKa HAKOH CITIPOBCACHEC AI/IjaI‘-

HOCTHUKC, KOA CBUX UCITUTHBAHUX AHUIIA.

YHRHPCbCI-bC KOHTPOAC 1 HaA30pa HAaA YKYITHHUM

TPCTMRHOM TCHOMCKHX M KOHITCHHUTAAHHNX 6OA€CTI/I

KonTpoaa u Haa30p Hap IIPEBEHLHjOM, AHjarHOC-
TUKOM M AHjEYEHEM PHJETKUX 6oaectu OCTBapyje ce Kpo3
€BaAyalldjy M ONTHMM3ALUjy AATOPHTAMA TPETMAHA pPU-
JETKHX boaect. YHanpeheme KOHTpoae M Haa3opa Hap
TPETMAaHOM PHjETKHUX 6oaectu 3aXTHj€Bajy MOHUTOPHUHI
U eBaAyalyjy edexara TpeTMaHa, KOHCOAMAALHU]Y M AU
PpasBoOj CIIELMjaAU30BAHUX TEHETCKUX AMjarHOCTHYKHX
TEXHOAOTHja, Y3 HEOIXOAHOCT 06636jebHBa}ba AACKBATHOT
IPOCTOPA, HEOIIXOAHE OIPEME U EAYKAIIMjE 3APABCTBEHHX
PaAHHKA; MOBE3AHOCT U OAUCKY capaamy usmehy cBux
HHBOA 3APABCTBEHE 3AIUTUTE U CBUX 3APABCTBEHHX YCTa-
HoBa y Penybaniu Cprickoj ca Komucujom u Lentpom;
YCIIOCTaBAAE CAPAAE M PasMjeHy MCKYCTaBa ca TEXHO-
AOIIKH BUCOKO PasBUjeHUM pPePepEHTHHM Mel')yﬂapoAHHM
AMjaTHOCTUYKUM U HCTPAKUBAYKUM IIEHTPUMA U yqemhe y
Mef)yHapoAHI/IM HCTPa>KMBAYKHM IPOjEeKTHMA M KAUHHIKHM

cTyarjaMa nocsehenum pHjeTKuM 6oaecTUMA.

YHanpebeH)e 3Harba U NIPOPECHOHAAHUX KaNalIUTETa
3APaBCTBEHHMX PAAHMKA HA [TOAY PAaHE IPEBEHIIH]E,
AMJarHOCTHKE, TEPANHje U pexa6I/IAI/ITauI/Ije

MalijeHaTa ca PUjeTKUM boaecTrMa

Beoma mmpoxu 00HUM HCIIOMdaBaKA U Bapujanuja y
KAMHHMYKO] CAMIIH PHjEeTKHX 6oaectu 3aXTHjeBa KOHTH-
HYHpPaHY €AyKalldjy 3APaBCTBEHHX pPaAHMKA. YCBajame
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CTaHAAPAA U IIPOTOKOAA U YBjeKOaBarbe aArOpUTAMA IOC-
TyIIaKa, HEOIIXOAHH Cy YCAOBH 32 ONTUMU3ALIMjy TPETMAHA
AMIA ca pujeTKuM 6osecTHMa M MO6OMIIAbE KBAAUTETA
IPUXOBOI JKMBOTA M JKMBOTa HHXOBUX mopoaua. Opaj
3aAaTaK OCTBApYje ce KPO3 KOHTHHYHPAHY CAYKALIH]y 3A-
PABCTBEHHUX PAAHHKA M CAPAAHHKA; OPTaHH30BAHbe TOAUIL-
PUX CacTaHaKa ocBeheHUX pujeTknm GoaecTiMa; U3paAy U
AHMCTPHOYLIHjy CTPY4HUX OPOILypa H IPOTOKOAA O PHjETKUM
GoaecTrMa; U3paAy, AUCTPUOYLIHjy U IIpHMjeHy 06aBe3HHX
nucanux popmyaapa/PopMH y BE3H ca TPETMAHOM PHjETKHX
Goacctr; yBol)erbe KAMHHYKE ICHETHKE Y AOAHIIAOMCKE U
CIICLMjAaANCTHYKE CAYKATHBHE IIPOTpPaMe 3a AOKTOpE Me-

AMIIHHE.

I'lpomonmja HHTErpHCAHOT TPUCTYTIA Y
HMITAEMEHTAIIUjH IIPOTpaMa IpeBEHIHje,
AMjaTHOCTHUKE, TPETMAHA U COIIUjAAHE HHKAY3H]jE
IaLMjeHaTa ca PUjEeTKUM OOACCTHMA U BUXOBHX

MTOPOAHMIIA

»AAncaboncku nporpam®, oprocso Ilporpam 3a sa-
passe EY craBma y okyc 3ppaBme CTAaHOBHMIUTBA Kao
IPHOPUTET MOAUTHKE APXKABa U CHHEPIHYKE AKTHBHOCTU
CBUX CEKTOpa, jacHO nosesyjyhu ekoHoMcku mpocnepurer
APXaBe Ca BADABACM CTAHOBHHUINTBA. JAPaBsC CTa-
HosuumTBa PenyOanke Cpricke 3aBucu 0p  OpojHHX
aKTHBHOCTH KOj€ Ce IPOTEXY KPO3 CBE CEKTOPE U 3aXTHjeBA
KOOPAMHHCaHY MehyCeKTOPCKYy M MYATHMAMCLMIIAMHAPHY
axuujy. MuTterpucanu mpucryn 000MEAUM OA PpHjeTKUX
0OAECTH U BLUXOBUM IIOPOAULIAMA, MOPA CBEOOYXBATHO CAAp-
XKaTU aKTUBHOCTHU CBUX CEKTOPA YCMjepeHe Ha NPEBEHIHY,

AMjaTHOCTHUKY, TPETMAaH U COLMjAAHY MHTETPALIUjy U MOAD-



LKy [AlMjeHaTa ca PHjeTKUM OOACCTHMA M HHUXOBHX
MOPOAMIIA, KAO jEAHE Op HajByAHCpa6I/IAHI/IjI/IX rpymna
craHoBHMuTBA. [ Ipomonmja Mebycexropcke capapme
TIOAPa3yMHjeBa YKAYYUBAE EKCIIEPATa M3 Pa3AMYUTHX
obaactu y pap Komuchje; ynanpeheme npopecnonaanux
KaraluTeTa 3APAaBCTBEHUX PAAHHUKA; TIOAM3aEhe KaIlalluTeTa
HEBAAAMHUX OPraHU3alldja U OPraHU3alluja MalldjeHaTa ca
pujeTKuM 6oaecTHMa; yHanpebeH,e AMjaAOTA U Capajplbe
usMel)y 3APaBCTBEHOr M HEBAQAMHOT CEKTOpA 32jEAHIIKE
CUHXPOHH30BAHE aKTHBHOCTH BAAAMHOI M HEBAAAMHOT
CEKTOpa Ha TOAU3akbY CBHjECTH O 3HAYAjy PUjeTKUX O0ACCTH
U IIXOBOM YTHIIAjy Ha 3APaBsE M KBAAUTET KUBOTA.

AKTHBHOCTH y OKBHPY ,AucaboHckor mporpama’ ce
OAHOCE Ha ITPUIPEMY KaMIIak-a 33 U3MjEHY CTABOBA U TIOHA-
LIaka jaBHOCTH IIPEMa AMLIMMA Ca PUjETKUM OoAecTHMA U
OpraHHM30Barbe TOAMLIBHX CaCTaHaKa mocseheHnx uHTEp-
CEKTOPCKO] CapaAlbU HA IOAY AJEAATHOCTU (POKYCHpPAHHUX
Ha pujeTke 60ACCTH.

OPI‘&HHBOB&H)C jaBHI/IX KaMIlama 3a
IMOAN3AC OMNIITC U CTPYIHC CBI/IjCCTI/I

0 3HAYajy PUJETKUX 6oaectu

3ajeAHNYKOM, TAAHMPAHOM U CHHXPOHH30BAHOM aK-
LIMjOM BARAMHOT M HEBAQAMHOT CeKTpa y3 yuenthe cTpydmbaxa
3 [OjEAMHHUX 00AACTH, Kako 01 ce 06e301jeAro CTpydHH
HHBO, HEOIIXOAHO j€ OPraHU30BATH H CIPOBOAUTH KaMIIamba
3a [IOAM3aEbE CBUJECTH O 3HAYA]y PHjeTKUX 6OACCTH U IIPOM-
jeHH CTaBOBa M IIOHALAbAa CPEAMHE IIpeMa 00OMSCAHM
oa pujetkux 6oaectu. IToceban mpuopuTeT mpescTaBsa
HCOIXOAHOCT NOAM32Eba CBHjCCTH OIIUTE IONyAALHje O
IPUCYTHOCTH PHjeTKHX GOACCTH M IpobAeMUMa ca KOjuMa
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ce cyouaBajy 00OMEAU OA PUjETKHX OOACCTH U HUXOBE
HIOPOAHIIE.

ApyrunpuopureT pOKyCHpaH je Ha IIOAU3AELE YKYITHOT
3Hama U HHPOPMHCAHOCTH OIIITE MOMYAAIHje O PUSHUIINMA
OA jaB&arba PHjETKHUX 6oaecTu U PACTIOAC)KHUBUM CKPUHMHT
IpPOTpaMUMA ¥ [IMAY NpUMapHe NPEBEHIIMje H paHe AUjar-
HoCTHKe pujetkux 6osectn. OBe aKTUBHOCTH ce OAHOCE
Ha IPUIIPEMY U IMHPOKY AMCTPUOYLHjy HMHPOPMATHBHOT
MaTepHjard O PHjETKUM 6osecTrMAa OIIIITO] TOMYAALIUjU;
IpUIpeMy U AUCTpUOYLHjy HHPOPMATHBHOI MaTepHjasa
O pujeTKuM 0OAECTHMA HAMHjEHCHOT NPBEHCTBEHO 060-
SEAUM OA PHjETKHX OOACCTH M HUXOBUM IOPOAMIIAMA U
npurnpemy u crposol)ere KaMIame 0 pujeTKuM 60AeCTUMA,
Y3 KOPHILTEHE CBIX KOMYHHMKALIMjCKHX KaHaAa (IITaMIIaHy,

CACKTPOHCKH, AYyAHO —BI/I3yCAHI/I).

Capaama u moapika HBO

Y OpraHM3alyja ManujeHara

HeBaapune OpraHu3alyje W OpraHu3alldje Mallu-
jeHaTa ca pHjeTKHM OOACCTHMA MMajy 3HAYajHy YAOTY Y
IIUPOKOj AMCEMUHAIIM)H I/IHq)opMaqua O PHjETKUM 6osec-
TUMa U o6esbjehuBarmy nmoapixe jarocru. OBu cybjexrn
IIPEACTABA»A)y HEOIXOAAH CACTABHU EACMEHT CBUX IIPOrPaM
Aobupatba 3a 0besbjehuBare ycaoBa 3a apekBaTaH TpeTMaH
pujeTkux 6oaecTH u 3a yckaahuparme aerucaaruse u sai-
TUTY MSYACKHX IIpaBa 0coba ca pujetkuM 6oaectuma. He-
BAAAMHE OpPraHU3ALUj€ CBOJUM aKTHMBHOCTHMA AOIpPH-
HOCE U [IPOMjEHH CTaTyca 000NCAX OA PHjETKHX OoaecTH
OA TACHBHOTL IIOCMATpava AO AKTHBHOI YYECHHKA y CBUM
aKTUBHOCTHMA Be3aHuM 3a [ Iporpam sa pujetke 6oaecty,

AAM U IIOACTHUYY H noApmaBajy KAMHHYKC M UCTPAXKUBAYKE



AJEAQTHOCTH YHyTap MHCTHTyLHMja cucTema. CHHXpOHH-
30BaHa M OAMCKa Capapia HEBAAAMHMX OpraHM3alyja
jABHHX 3ApaBCTBEHHX ycraHoBa 00esbjehyje ermuxy, co-
LMjaAHy U 3aKOHOAQBHY MOAPILIKY AHLMMA O60MNCAHUM OA
pujeTknx 60AecTH. AKTUBHOCTH Y OKBUPY OBOTa OAHOCE CE
Ha OPraHM30Bakbe TOAMIIILHX CACTAHAKA MALIMjEHATA €A 3A-
PABCTBEHUM M OCTAAMM NPOPECHOHAALIMMA, YKAYICHUM Y
TPETMaH PUjETKUX HOACCTH U yUECTBOBAIBE Y OOHACKABAELY

»M\aHa pujetkux 6oaectu (28. pebpyap).

VYenocrasmame C(l)I/IK‘rlCHC peruoHaAHe

u MehyHapoaHe capasme

baucka n eduxacHa capapma Ha IIOSY PHjETKHX
6OoACCTH, HAPOYUTO ca ApKaBaMa KOje MMajy YCBOjeHE
ITporpame 3a pujerke GOAECTH, IIPEACTaBA>A UMIICPATHB
AOOpPO OPraHM30BaHOI TPETMAHA PHJjETKUX OOACCTH U
o6esbjehyje mpeHoc sHama, BjewtnHa M mckycrasa. Oba
capapa he omoryhutn xopumreme myackux pecypea
u TexHorowmkux Moryhuocrn, xoje Pemybamka Cpricka
TPEHYTHO HHjE y MorthOCTH Aa pasBuje Yy HOTIYHOCTH,
C 0631/IPOM HA MAaAy IONYAALIMjy M PHJETKO jaBoaHbe
MOjEAVHE PHjETKUX 6oaectn, oa KOjUX CBaKa 3aXTHjeBa
crenuduIaH  AMjarHOCTUYKO-TIPEBEHTUBHHM ~ AATOPHTAM.
Oa mpecyanor j€ 3Hayaja ¥ CTHUMYyAALMja M MOAPIIKA HC-
TPaKHBAYKHX aKTMBHOCTH, KOje IoAcTHde M 00e3bjehyje
peruoHaAHA U HMHTEpHAIMOHaAHa capaama. Ilpenopyuyje
ce OpraHHM3aldja U PYKOBODCHC TOAHMIUIHM CACTaHIMMA
HCTPA)KUBAYKO-EKCIIEPTHUX THMOBA U CHHXPOHHM3AIMja
IPUOPUTETA Ha TIOAY HCTPOKUBAA PHjETKUX OoAecTH Te
yuemhe excriepara y cBum MehyHapoAHUM MHULMjaTHBaMA,
NAHEAMMA U HCTPAKUBALIMA O PHjETKUM OOACCTUMA.
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Ynpasmsare 1 KOOpAHHALIH]A

HPOI‘PZ{MCKI/IM AKTHUBHOCTHMA

Ipahemwe nmnaemenTanuje Iporpama sa pujerxe 60-
aecru Bpie Komucuja u Koopausarop.

OuexkuBanu PE3yATaTH

Mmnaementanyja ITporpama he ponpunujetn mpe-
BEHIIMjH, PAHOj AUjarHOCTHIIU, TPETMAHY U pcxa6HAHTaquH
Au1a Koja 60ayjy 0p pujerkux 6oaect. OdekuBaHU pesya-
TaTu Ha ocHOBY [ Iporpama, 3a meproa, 2014 —2020. ropune
cy emepchmu:

m  Imenosane Koopaunaropa;

] ®opmupanu Komucuja u LlenTap;

B AOHECCH IIPOrpaM 3a IAAHUPAIbE, OPTAHUBALM}Y U
asonuparme pHHAHCH]CKHX CPeACTaBa 3a yHanpeherme
IIPEBEHIIUj€E, PAaHE AUjarHOCTHUKE, TPETMAHA U pexa-
OuAMTALHje AHLIA 000ASCAHX OA PUjETKUX OOACCTH;

®  ynanpelen HuBO 3Hama M nNpodecnoHaAHNX
KaraluTeTa AOKTOPA Ha MOAY IPEBEHIIU]E U PaHe
AMJjarHOCTHKE PHjETKUX boaecTH;

B YCIOCTaBACHA MPEXKY 32 PHjeTKe DOACCTH;

B yCIIOCTaBACHA EBHACHIIMjA IAIMjEHATA Ca PUjETKUM
6oaecTuMa;

®  yHanpujeheH HAM yCIIOCTaBASCH CKPHHMHT PUSHKA
OA pHjeTKHX 6OACCTH;

B YCIIOCTBAEGH MOHUTOPHUHT YCIjEIIHOCTH AUjEYCHa;

] rmoehau 6poj BHCOKOCIIEIIMjaAU30BaHHUX KaAPOBA ¥

O6AaCTI/I MCAHUITNHCKC TCHCTUKC;



06e36jehHo npe-recTuHr reneTHYKO HHPOPMUCALLE;
YCIIOCTAaBACHHE MEXaHU3MH KOHTPOAC KBAAHTETA
AMjeYerha PHjETKHX 6oaecTu;

IPUIIPEMACHA U PEAOBHO OCBje)XKaBaHa AUCTA
eKCIICPTCKUX MECAMLIMHCKHX LICHTapa 32 PHjETKE
6oAecTH;

MOAP)KaH PaA HEBAAAMHUX OPraHU3ALNja U APYTHX
YAPY’KEHa MallMjeHaTa Ca PUjETKUM 6oaecTUMA;
o6esbujelena ykmydenoct y npojexar Esporcke
Mpexe 3a pujerke 6oaecTH;

ycnocraBseHa G6ancka mehyyHapoaHa capasmwa

Ca CKCIIEPTCKMM KAMHMYKHUM U HCTPAKUBAIKUM

HHCTUTYLIHjaMa.

Cy0jextr OATOBOpHU
3a cripoBoljere nporpama

MuHMCTapCTBO 3ApaBAa U COLUjAAHE 3AIITHTE
Penybanxe Cprcke,

Donp sapascreHor ocurypama Penybauxe Cpricke,
Munucrapcrso npocsjere u kyarype Perrybanke
Cpricke,

MuHHCTapCTBO MOPOAKLIE, OMAAAMHE U CITOPTA
Peny6anke Cpricke,

Munucraperso ¢punancuja Perrybauke Cpricke,
MunucrapcTBo Hayke 1 TexHOAOTHje Penybanke
Cpricke;

boaHuLe, HHCTHTYTH, 3aBOAM I AOMOBH 3APaBoa Y
Penry6anuu Cprickojs

Meaunuuncku dakyarern y Peny6annu Cprckoj;
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m  Koopaunarop 3a pujerke 6oaecTu

m  Kowmucnja u Lenrap 3a pujetke 6oaecty;

B HEBAAAMHE OPraHM3allMje U yAPYKCH:a MaljyjeHaTa
ca pujeTkuM GoAaecTHMA.

Byner 3a cnposoheme nporpama
3a pujeTke boAecTH

[Tocmarpajyhu semme y oxpyxkewy y moracay ¢u-
HAHCHPamba PUJETKHX OOACCTH, YOUCHE CY PASAMYUTOCTH Y
npuHuunmMa obesbjehema cpeacrasa 3a pujetke 6oaecTu.
PasamunTocT ce oracaa y Tome aa Heke seMae 06esbjehyjy
CPEACTBa 3a pHjeTKe GOACCTH YCIIOCTABAABEM PA3AHIUTUX
$onpoBa 3a pujerke GoaecTn Kao mocebHe GyeTcke AUHMje
Koju ce GHHAHCHPA HA OCHOBY ITPHMjeHe 3aKOHA O UTpaMa
Ha cpehy, npommca BesaHnX 3a AyBaHCKE IPOMSBOAC AU
IIPOIIKCA BE3aHUX 32 MOOUAHY TeAePOHUY.

Y Peny6aunn Cprickoj, 06aBe3HHM 3APaBCTBEHHM
ocurypamem obyxsaheHa cy mpasa y Besu ca AMjedeHEM
TEIIKUX XPOHHYHUX OOACCTH, Y OKBHPY KOJHX Cy U 060meHa
HonyT XeMOQHAHjE, [IUCTHYHE (1)1/1613036, ¢enuAKeTOHYpUjE,
LIEAUjaKHj€ U AP.

Ocurypannuy, xoju 60ayjy oA oBux GoaecTH, UMajy
IIPaBO HA AMjEUCHE M HA HEOIIXOAHE AHMjEKOBE U TO €3 Iaa-
hama maprunumanyje, ¢ 063upom Ha To A2 Ponp 3apascr-
BeHoOT ocurypama Perrybanke Cpricke TPOIIKOBE BUXOBOT
Anjederba aaha y 100 oacroTHOM H3HOCY.

Tex HakoH aAoHowewa u npumjere 11 mebhyHapoane
KAacHUKaIyje 6oaectH, yCIIOCTaBAaka €BUACHLIU]E PH-

jeTkux Goaecty, yHanpeherma paHor mpernosHaBama U AH-



JATHOCTUKE PHUjETKHX OOACCTH, MOXE CE OYCKHBATH pe-
A€BAaHTHA IIPOIljeHa TPOIIKOBA HEONMXOAMX 3a TPETMAH
pujerkux 6oaectu y Perry6annu Cprickoj.

Ilpema npenopykama Casjera Espome, cMameme
TPOIIKOBA 32 AHjeYerhe M TPETMAH MOCAHEAMIIA 1 KOMIIAH-
KallMja pHjeTKUX 6oaecTH, MOI'y C€ CMABUTH IIEHTPAAM-
30BAHEM U OCHUBAEM MYATHAUCLIMIIAMHAPHHX pedepeHT-

Hux Llenrapa
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[Toceban akiieHar cTaBya ce Ha AJEAQTHOCTH OBHUX
LenTapa, KojuMa ce CMalbyjy TPOILKOBH 32 PHjeTKe 6OACCTH.
OBe aKTUBHOCTH ce IPBEHCTBEHO OAHOCE Ha CIpoBoleme
nporpama IpeBeHIuje pabaﬂna Ajelle ca pHjETKUM 6oaec-
THMa, KaA2 32 OBE GOACCTH He I0CTOju MOTyhHOCT Anjedetba,
MacOBHE HEOHaTaAHE CKPHHHUHIE 3a pHjeTke H0ACCTH Koje ce
MOT'y YCIjEIIHO AMjE€YUTU U YCIOCTaBAbAE UHTEH3UBHE U
6aucke mehyHapoaHe excriepreke capapme yuyrap Espore.



O6passoxeme

I I'lpaBuu ocHOB

I'lpaBuu ocHoB 3a pAoHowewe IIporpama 3a pujerke
6oaectu y Penybanuu Cprckoj 2014 — 2020. ropuse,
CaApKaH je y oapeabaMa 3aKoHa O 3APABCTBEHOj 3aIUTHTH
(»Cayx6enn raacuuk Perrybanke Cprcke, 6poj 106/09),
3akoHa o 3ppaBcTBenoM ocurypamsy (, CAyk6enu raacHuk
Penybanke Cprcke®, 6poj: 18/99, 51/01, 70/01, 51/03,
17/08, 01/09 u 106/09) u IToautnuu ynanpehema 3a-
paBra CTAaHOBHMIUTBA PcnyGAHKe Cpricke a0 2020. ro-
aue (,Cayx6enn raacuuk Penybanke Cprcke®, 6poj
92/12). Yaanom 2. 3akOHa O BAPABCTBCHO] SAIUTHTH
AepHMHHUCAHO je Aa je 3APABCTBEHA 3AIUTHUTA CKYII YCAyTa U
AKTHBHOCTH 3a yHanpehuBame U OdyBarme 3APaBs>a AYAH,
crpevaBambe O00OAMjEBaba U IOBPEAQ, PAHO OTKPHBAIbGE
o6oAnjeBara, OAATOBPEMEHO AMjeUCHbE U PeXabUAUTALIL)Y.
Ycayre ¥ aKTHBHOCTH 3APaBCTBEHE 3ALITUTE Cy KBAAUTETHE,
6Oesbjeane, eprkacHe, epeKTHBHE 1 3aCHOBAHE CY HA HAY YHUM
AOKa3HMa H y CKAQAY Cy €2 HA4CAHMAa IPOPECHOHAAHE CTHKE.
Yaanom 8. ucror 3akoHa ce AcpUHHUIIE Aa ce HA HUBOY Pe-
ny6anke Cpricke 06es6jelyyje sapaBcTBeHa samrTuTa 1MoA
jEAHAKUM YCAOBHMA, IOIYAALIMOHUM M HO3OAOIIKUM IPY-
nama OA IOCEOHOT COLMjaAHO-MEAMLIMHCKOI 3Hadaja. 3a-
KOHOM O 3ApaBCTBeHOM ocurypawy (,Cayx6eHu raacHuk
Penybanxe Cprcke®, 6p. 18/99, 51/01, 70/01, 51/03,
57/03, 17/08, 01/09 u 106/09) ypehyje ce cucrem oba-
BE3HOI' M IIPOLIMPEHOI 3APABCTBECHOI OCHIYpaia, IIpaBa
M3 OCHI'ypamba, HAYMH OCTBAPHBAIbA [IPaBa M HAYeAd IIPU-
BaTHOI 3APAaBCTBEHOI OCHrypama. |loAMTHKa yHampe-
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Husama 3ApaBAa CTAHOBHMINTBA Peny6Am<e Cpricke A0
2020. ropune, kojy je ycojusa Baapa Penrybanke Cpricke
(»Cayx6enn raacuuk Perrybamke Cprcke®, 6poj 92/12),
K0 CBOj IIPUOPHUTETHH IIPaBAll AJEAOBAHA HCTHYE CMa-
IHBABE PA3AUKA Y 3APaBAY CTAHOBHMINTBA IIyTEM pas-
BUjamba CHEIUPUYHUX TOAUTHKA, IPOTpaMa M AKIIMOHHX
IIAQHOBA YCMjEPEHUX HA COLIMjaAHE OAPEAHHILIE 3APABAA U
ycpeacpeheHoCT Ha Ky uHa TOAPYYja Kao LITO CY: pAaHH PacT
U Pa3sBOj, 3aIIOCACHE U YCAOBH PaAd, COLMjaAHA 3AIUTHUTA,
IIPEBCHIMja U TPETMaH OOACCTH, CMAbUBAE COLIMjaAHE
HCK/5y9E€HOCTH M PABHBOCTH IIOjEAMHAIIA U 33jeAHMIIA, TE
CMarbHBatbe HEjeAHAKOCTH y 3APaBasy (IIOBE3AHO ca CMArbU-

BarbeM HEJEAHAKOCTH Y APYLITBY).
II Pasaosu 3a poHOIIEHE TPOrpaMa

Pujerke 6oaecTH OAHOCE CE Ha IIMPOKY U XEPEPOreHY
rpyny 6OACCTH, KOje Cy YIAABHOM TI€HETCKOT MAM KOHIC-
HUTAAHOT IIOPHjeKAd, MOPIPECUBHOT XPOHHMYHOL, MOAM-
CHCTeMCKOT McnosaBawa. [lpema aepununuju Esporcke
opraHusanuje 3a pujetke 60oAeCTH, PHjeTKMM OoAecTHMA
ce cMarpajy boaectu Koje ce cycpehy koA He Buile 0 IeT
ocoba Ha 10 000 npumapHuka ommre nomyaanuje. C
MEAMLIMHCKE Ta4Ke TACAMILTA, TO Cy Hajuemhe XxpoHmuHe,
ACTCHEpAaTHBHE U CMPTOHOCHe 6oaectH, 30or dera je
000meHUMa 3HAYAJHO YMAEH KBAAUTET KUBOTA, IOCEOHO
saro wro 3asuce o Tyhoj nomohn. Ca conujasne crpase,
JaBHOCT, 2 YaK U MEAUIIMHCKH KPYTOBHU, UMajy BPAO MAAO
casHama O pujerkuM 6osecruma. IIpobaemu y npuc-
Tyly U 30pHIABAy PUjETKUX OOACCTH UBPAKEHH Cy y
3eMAdaMa Ca MAaAOM IIONMYAALMjOM U OTPaHUYEHUM QH-
HaHcHjckuM  MoryhHocTHMA. pu-

Kapaxrepume ux:



jeTKa IojaBa y IIONYAALIMjH, HEAOCTAaTaK PEACBAHTHHX
CITUACMHUOAOLIKUX IIOAATAKa, HEAOCTATAK MCKYCTBA U
3aMHTEPECOBAHOCTH 3APABCTBEHUX PAAHHUKA, HEIOCTOjarbe
CHCTEMATUYHOT IpHUCTyHma M Hemoryhocr awjedema, Bu-
COKH TPOIIKOBHU AHjEYEH-A 33 MAAM 6poj 6oaecTH, HEU3-
BjecTaH Hcxop GoaectH, HeMOryhHOCT peaeBaHTHE mpo-
L[jeHE TPOIIKOBA YKYITHOI TPETMaHA PHjETKHUX 6oaecTH,
HEAOCTATaK II0CEOHO MAAHUPAHUX OYLIETCKHX CPEACTaBa
3a AHMjederbe, T¢ HEAOCTATAK 3aKOHCKe peryaaruse. Ca uc-
TUM 1pobaeMuMa je cyodeHa u Pemybanka Cpricke. Be-
Auko omnrepeheme IpeacTaBsa HEAOCTATAK AACKBATHE
KAacHUKALMje ¥ PETUCTPALje PHJETKHX OOACCTH, HEAO-
BOMSHA OPraHM30BaHOCT M IIOBE3AHOCT CBUX CETMEHATA Y
npucrymy oboseanma o pujerkux boaectu. Takobe, moc-
TOjH HEAOBOAHO PAa3BHUj€HA CBUJECT U OIIUTE U CTPYYHE jaB-
HOCTH O 3HA4ajy PUjETKHX OOACCTU U FHHXOBOM YTHLAjy Ha
3APaBMs>E U KBAAUTET KMBOTA.

Y uay npeBasHaaera HABEACHHX IIpobaeMa AOHO-
cu ce IIporpam 3a pujerke 60aectu y Penybaurn Cprickoj
2014 - 2020. roause, 9HjOM HMITAEMETAIIHjOM he ce ao-
INPUHUJETH TPEBEHLIMJU, PAHO] AUJATHOCTULIM, TPETMAHy U
pexabuanTanuju AuLa Koja 60Ayjy oA pujeTkux 60oAecTH.

ITporpam 3a pujerke 6oaectu y Penybanuu Cprickoj
2014 - 2020. roaune je yemjepen Ha: 06es6jehusama enn-
AEMHOAOLIKUX ITOAATAKA O PHjeTKUM boAecTHMA U GOpMHU-
pamy eBuAcHLMje 3a pujeTke Goaectn y Perrybanuu Cpn-
CKOj; yHampeherwy CTPyYHHX KamanureTa 3APaBCTBCHHX

PaAHMKA Y IMAY AACKBATHOT OTKPUBAaba U PaHe AUjarHOC-
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TUKE PUjETKUX 6oaecTy; yHanpebe}by MPEBEHIU]€ PHjETKUX
6OACCTH TEHOMCKOI IIOPHjEKAA OPraHH30BABEM CKCTCH-
3MBHMX ~screening Tporpama; yHanpehemwy npeseHnmje u
AHMJarHOCTHKE PHjETKHX OOACCTH FCHOMCKOT [IOPUjEKAA YBO-
hemem HOBHX AMjarHOCTHYKUX TEXHOAOTH]A K AOCTYITHOCTH
FEHETUYKOM MHPOPMHUCAY; YCIIOCTABASAME HHTEIPHCAHOT
NPUCTYIa OTKPUBAKY, AMjaTHOCTULIM, NTPEBEHLIMjH U CO-
LIIjaAHO] MHTETPALIMjU AMIA CA PHUjETKUM 6osecTUMA U
BUXOBUX IIOPOAMIA; M3PAAH CMjEPHMIA U KPHUTEPHjyMa
3a ¢popMupame LeHTpa 3a pujerke boaect y Penybauun
Cprickoj Te ycrnocraBayarme LCHTPA 3a pujerke 6oaecTd y
Peny6A1/11_u/1 Cpncxoj; TIOAM3AHh€ CBHjECTU CTPYYHE U OIIIITE
JaBHOCTHU O 3HAYajy PHMjETKHUX 60AECTH U BHUXOBOM yTULAjy
Ha 3ApaBi€ CTAHOBHMINUTBA; ITOAPIIIH M CapPaARmH ca He-
BAAAMHMM OpraHu3alldjaMa IalujeHaTa M MOpPOAMLA ca
pHjeTKHM 6oaecTuMa; AeduHICambe PUHAHCHjCKOT OKBHpPa
3a pujeTKe OOACCTH U YCIIOCTABAAMBE MHTEPHALMOHAAHE
CTPy4HE CapaAple Ha MOAY PErHCTPOBaha, MOHUTOPHHIA,

AUJarHOCTHKE, AHjeYerha M HCTPAKHBAa PHjETKHIX 6oaecTH.
111 HOTp66Ha PuHAHCHjCKA CpEACTBa

3a ciposoheme oBe Opayke HuCy TOTpebHA AOAATHA
$unaHcnjcka cpeacrsa u3 Oyrera Penrybanke Cpricke.

MMHHMCTAP
Ap Aparan Boraannh
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ITpojexar ¢punancupa Esporcka yauja

Osa ny6ankaunja je ypahena y3 nomoh Esporicke yuuje.

Caapoxaj ose je OAr

MusmcrapeTsa sapasa i conmjasne samrmate Pery Cpricke 1 Acommjammrje XY ’
1 HE y KOM CAyuajy He IpeACTaBsa cranopnmTa EBporicke yruje.
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