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. YBOA,

Pujetke 6onectn npeactaB/bajy KAMHUYKK XeTeporeHy rpyny 6onectu. MojeanHayHo, OHE UMajy BpJo
Masly yyectanocT y onwToj nonynaaumju (5 nojeanHaua Ha 10.000 cTaHOBHMKA), anu NpeactaB/bajy
BE/INKY rpyny obosberba Koja y YKYNHOM 06MMYy MMa 3Ha4ajHy y4ecTanocT y OnwToj nonynauuju u
BE/IMK YTULAj HA MOPOMANTET, MOPTANUTET U KBAZIUTET KMBOTA CTAHOBHULWITBA. MaKo pujeTke, Kaaa
ce yame kuxoB 6poj (nsmehy 6.000 u 7.000 pa3nnumMTuUx AujarHosa) Aosa3sMMo A0 noAaTka Aa y
Esponu og pujeTknx 6onectn 6onyje oko 6-8% LjenokynHe nonynaumje. YHyTap came rpyne pujeTkmx
6os1ecTun, NocToje 1 oHe Koje cy “Bpsio pujeTke”, Te norahajy jeaHy ocoby Ha 100.000 cTaHOBHWKA UK
YaK N matoe.

C MeguMuUMHCKe Tayke rneauiuTa, To cy Hajuewhe XpoHUYHe, AereHepaTuBHe M CMPTOHOCHe bonecTy,
360r yera je obo/benmMma 3Ha4YajHO yMarb€H KBAZUTET KMBOTA, NOcebHO 3aTo WTO 3aBuce o Tyhoj
nomohu. Ca coumjanHe CTpaHe, jaBHOCT, @ YaK U MeAULMHCKN KPYroBu, MMajy BP0 Majo Ca3Haka O
pujeTknm 6onectuma.

Haj3HauyaHWju akTye/siHM M3a30BM CBaKe 3ajedHuLE Yy NPUCTYNy 1 36purbaBakby pUjeTkux bosectun ce
orfefajy y HeageKBaTHOM npeno3HaBakby, HeyjedHayeHOoj W HeaAeKkBaTHOj Knacudukaumju,
HEeJOBO/bHO  AOCTYMHOj AWjarHOCTULM, BEOMA OFPaHMYEHUMM  Tepanujckum  moryhHocTMma,
HeyjegHa4YeHO] U HeAOBO/bHO KBANMUTETHO] 34pPaBCTBEHOj 3aUTUTU U BUCOKOj UMjEHU Nnjeverba U
Here, 030M/bHUM COUMjaZIHUM KOHCEKBEHLAMa, M30/1aumjom M MapruHanusaumjom obosbenunx og,
pujeTknx 6onectn. 360r pujeTke nojaBe U OCKYAHWX WMHbOpPMaUMja Koje ce oA4HOCEe Ha pujeTke
601eCcTM, KBaNUTETHA Capafia M MAKCMMalHA UCKOPULITEHOCT OFPaHUYEHUX pecypca Ha nogpydjy
pujeTknx bonectn og NocebHe cy BaXKHOCTU.

OBaj rnobanHu npobnem, npenosHaT je o cTpaHe CBjeTcKe 3apaBcTBeHe opraHusauumje (C30).
AKTyenHa mehyHapogHa KnacuduKkaumja 6onectu (y gasbem Tekcty: MKB-10) cagpu Knacudurkauujy
cBera 200, og nocTtojehux oko 8.000 pujeTkmx 6onectu, wWto oHemoryhaBa aleKBaTHO PerncTpoBakbe
U MOHWUTOPUHT 0BUX 0bBosbeHba, YK/bYYYjyh HEe0BO/BHY AOCTYNHOCT peneBaHTHUX MHbopMaLmja U
HemoryhHOCT aZeKBaTHe pasmjeHe MHbopMaLMja M ynopehuBarwa noaaTtaka. M3 uctux pasnora He
NnocToje HM MOTMNYHO peneBaHTHM NoAalm O y4ecTanocTn pujetkux 6onectn. C30 je nokpeHyna 11-t1y
pesun3unjy MKB, ca pokycom Ha geTasbaH 0byxBaT U cBeobyxBaTHY KnacuduKauujy pujeTknx bonecrt, a
HEeHa AOCTYMNHOCT 3a ynoTpeby ce oyeKyje 2015. roaunHe.

MN3a3o08KM y npucTyny u 36puntbaBarby pujeTknx 601ecTn HapOUYUTO CY U3PAXKEHU Y 3eM/baMa Ca MaJioM
nonyiauyjom n orpaHuvyeHUM QuHaHcMjckum moryhHocTMma. KapakTepuiue mx: pujeTka nojasa y
I'IOI'IyﬂaLI,l/IjVI, HeAOoCTaTaK peneBaHTHUX ennaemMmmnonolKMX MnoAaTaka, HeAOoCTaTaK WUCKYyCTBa U
3aMHTEPEecoBaHOCTM 34PABCTBEHUX PaHMKA, HENOCTOjatbe CUCTEMATUYHON NpUCTyna M Hemoryhoct
Nivjeyerba, BUCOKM TPOLUKOBM Anujederba 3a Manum 6poj 6onectu, HeussjecTaH wucxom 6onectw,
HemoryhHOCT pefieBaHTHe MpoLjeHe TPOLWKOBA YKYMHOr TPeTMaHa pujeTkux 6osiectn, HepocTaTak
nocebHO naaHMpaHux BYLIETCKUX cpeacTaBa 3a Anjevere Te HeAO0CTaTaK 3aKOHCKe perynaTtmee. Ca
ncTum npobnemmma je cyodeHa n Penybanka Cpncka. Bennko ontepeherbe npeacras/ba HegocTaTak
afeKBaTHe Khnacudukauuvje M perucrtpaumje pujeTkmx 6onectn, HeAOBO/bHA OPraHWM30BAHOCT M
NMoBE3aHOCT CBMX CErmMeHaTta y npuctyny obosbeniMma of pujeTkux bonectu. Takohe, noctoju
HeJ0BO/bHO Pa3BUjeHA CBMJECT M ONLWTE U CTPYYHE jaBHOCTU O 3HaYajy pujeTknx 601ecTi U HUXOBOM
YyTULAjy Ha 34paB/be U KBA/IMTET XKMUBOTA.

Mporpam 3a pujetke 6onectn y Penybnuum Cpnckoj (y masmbem TekcTy: Mporpam), obyxeaTa cse
3Ha4yajHe TeMe Koje ce ogHoce Ha pujeTke bonectn y Penybanum Cpnckoj yk/bydyjyhu unmese m
mjepe 3a yHanpehere TpeTmaHa pujeTkux bonectu y Penybamum Cpnckoj, y nepuoay oa 2014. no
2020. roguHe. Mporpam je 3acHOBaHa Ha AupeKTMBama MapnameHTta EBpone n Casjeta EBpone (mapT
2011.), ognykama EBponcke komucuje (jyn 2010.) n npenopykama CasjeTa EBpone (jynu 2009.), ca
bOKyCcOM Ha NoApLUKY Pa3Bojy 34PaBCTBEHe NOMTMKe / Nporpama o pujeTkum 6onectuma, npumjeHy
CaBPeMEHMX HAYYHUX Ca3Haka Y Uniby yHanpehera TpeTmMmaHa pujeTknx 6onectu, yapyKusare CBUX
pecypca, /byACKY CONMAAPHOCT U pa3Boj mehyHapoaHe capaghbe.



. DEOUHULUNIA U KAPAKTEPUCTUKE PUJETKUX BONTECTU

TepMmuH “pujeTke 6bonectn” ogHOCK Ce Ha LUMPOKY U XeTeporeHy rpyny 6onectun, Koje cy yrnaBHOM
reHEeTCKOT UM KOHTEHUTANIHOT NopujeKaa, NPoOrpecnsHOr XPOHUYHOT, MOIMCUCTEMCKOT UCMOJbaBakba.
MNpema gedmHnumju EBponcke opraHusaumnje 3a pujetke bonectu (,European organization for rare
diseases” - EURORDIS), pnjeTkum bonectuma ce cmatpajy bonectu Koje ce cycpehy Koa He Buwe og 5
ocoba Ha 10.000 npunagHWKa onwTe nonynauuje (He Buwe oa jeaHor obosbenor Ha 2.000
npunagHvka onwte nonynauuje). MNocebaH 3Hauaj pujeTKMx 6onectTu je y YnkbeHUUM Aa, WaKko
pujeTke nojeAnHaYHO, Y YKYNHOM MoOjaB/bMBakby NpeacTass/bajy rpyny og oko 6.000 mo 7.000
obosberba, Tako fa bpoj obosbenux o pujeTkMx H601ecTn 3ay3Mma 3HaAYajHO MJecTo y YKYNMHOM
ob6onjeBatby CTAaHOBHULLTBA, YNPKOC PUjETKOM jaB/batby NojeanHe pujeTke bonectn. AKTyenHa ancra
pujeTkmx 6onectu je gocTynHa Ha web cTpaHMLUM EBPOMNCKe eNeKTPOHCKe Mpee 3a pujeTke bonectu
N pujetke nnjekose, www.orpha.net.

Hajsehu 6poj (oko 75%) pujeTknx 6onectu ncnosbasa ce oamax no pohery nnm y paHoj ajeyjoj oobwu,
3axBatajyhn 4-5% HoBopoheHuyaan W pAojeHYaaM (KOHreHUTanHe aHomanavje u aedopmauuje,
MOHOreHcke 6onectn, Hac/beaHe nopemehaje metabonnsma, pujetke Tymope). PujeTke 6onectu
KapaKTepuLule NporpecusaH HEMOBO/baH TOK M BPJIO YECTO paHO ymupatse (30% ymupe y y3pacty 4o
neT roAMHa *KMBOTA M J0AATHO 12% y y3pacTy Ao 15. rognHe xuBoTa). OKo 80% pujeTkux 6onectu
noc/beamua cy nopemehaja y reHomy, ca jow yBWjEK Hepasjallkb€HOM E€TWMONOIMMjoOM Yy 3HayajHOM
bpojy oBux obosbetba. HemoryhHOCT MAM KacHO nocTaB/bakbe AMjarHo3e [0BOAE A0 TPajHUX
owTehera M Noc/beamnua No 34paB/be, KAKO MaumjeHTa, TaKo U erose nopogmue. Y rpyny pujeTkmx
6onectu Takohe cnagajy U pujeTkn MMyHOOWKKM nopemehajun, pujeTkn gereHepaTtMeHU nopemehaju,
pujeTKa manurHa obosberba U pujeTke nHbeKumje.

JaBHO-34paBCTBEHM 3Ha4yaj pUjeTKMX 6ONeCcTM npoucTMye W3 casHakba Aa je chneunduyHa
AnjarHoCTMKa A0CTyMHa Tek 3a jeaHy TpehnHy pujeTkmx bonectu, a HekM 06AUK nnjeyera 3a oko 250,
o4, yKynHo 6.000-8.000 BpcTa pujeTkux bosiectn. Y cayyajy pacnosioxKmBe Tepanuje, Yr1iaBHOM ce
pagn 0 BEOMA CKYNMM M TELKO AOCTYMHUM SInjeKoBMMa. M3 HaBeaeHWUX passiora pujeTke bonectn u
PUjETKO AOCTYMHM U CKYNU JINjEKOBM 3a Injeyerse pujeTkmx bonectu Hasmueajy se «orphan» 6onectu i
«orphan» nnjekosu, og4HOCHO 6ONECTU CUPOYAL, U INJEKOBU CUPOYAS,

PaHO 1 apgeKkBaTHO NoCTaB/bakbe AMjarHo3e pujeTkmux 6oaecTn 3acHUBA ce Ha PaHOM NpPeno3HaBakby U
OOCTYMHOj AMjarHoCTULM, 3a Koje je HeonxogHo o06e36mjeanty cneumjannsoBaHy eayKauujy
3[paBCTBEHMX pagHUKa. Yaumajyhu y 063mp aa je anjeyerse fOCTYNHO 3a BEOMA Masn Bpoj pujeTknx
6onectu, 34PaBCTBEHN NPOrPAMM Yy NPUCTYNY PUjETKUX Bonectn mopajy bUTK ycMmjepeHn Ha MacoBHMU
HEOHATA/IHN CKPUHUHI pUjeTkux 60osecTM Koje ce Mory AujeunuTu, Uu/baHu MNPEKOHUENUMUjCKU U
npeHaTasHu CKPUHUHUT U NpeBeHuMjy pahama gjeue ca pujeTkum bonectMma 3a Koje He MocToju
Nvjederbe, NpumjeHy cneumduyHe eH3MMCKe Tepanuje Kog obosbennx n obesbjehunBarbe ageKkBaTHe
BMCOKOCMELNjan30BaHe CTPYYHE eKCnepTu3e M reHeTUYKor MHGOpMUCarba M CaBjeToBakba Y CBUM
HaBeAeHMM 0bnacTMMa NpeBeHUMje U njederba pujeTKUx bonectu.

YKynaH TpeTmMaH /uua ca pujeTKMm bonectMma 3axTujeBa MyATUOUCUMNAMHAPHUM NpUCTyn,
LeHTpannsaLmjy, CTpydHy eKcnepTmly Ha perMoHasHOM HMBOY U mefyHapoaHy capagky. To yKasyje
Ha noTpeby oOpraHM3oBarba MYATUAUCUMMNIMHAPHUX TUMOBA 34PABCTBEHUX pafdHUKa Yy LMU/bY
obesbjehunBarba CTPYYHUX pecypca, LEeHTPaAIM30BaHOr OTKpMBatba M €BUAEHTMPAHA, MOHUTOPUHIA,
ANjarHOCTUKE 1 vjederba N1La ca pujeTKum bonectuma.

lll. TPABHU OCHOB 3A U3PAAY MNMPOINPAMA 3A PUIETKE BOJIECTU

Moc/wenrunx geueHunja, EBponcka yHWja npeay3vima U CNPOBOAM 3HaYajHe aKTUBHOCTM HA Kpeupakry
YHUDOPMHOT U OAPKMBOI OKBUPA U CMjepHMUA 33 MPUCTYN pujeTkum 6onectuma y Esponun. Ose
AKTMBHOCTU peannsyjy ce Kpo3 paj, eKcnepTHUX pagHux Tujena lMapnameHta EBpone un CasjeTa
Espone. Casjetr EBpone je 2009. roguHe ycBojuo “MNpenopyke CaBjeTa 3a aKTMBHOCTU Ha MoOJbY
pujeTknx bonectn



(Council Recommendation of 8 June 2009 on an action in the field of rare diseases)
(http://eurlex.europa.eu/LexUriServ/LexUriServ.do?uri=0J:C:2009:151:0007:0010:EN:PDF).
Mpenopyke CasjeTta EBpone cy 3acHOBaHe Ha AOKYMEHTMMa W Npenopykama Koje cy npupemuau:
MyntuancumnanHapHa rpyna Esponcke komucmnje, DG SANCO pagHa rpyna 3a pujetke 6onectu
(www.rdtf.org), ORPHANET npojekat u EURORDIS (www.eurordis.org). OBe npenopyke cy 3acHoBaHe
M Ha [AOKYMEHTMMa MPOUCTEKAMM W3 aKTyenHor EBPOMCKOr MNpojekTa 3a pasBoj HALMOHANHMX
nporpama 3a pujetke 6onectn (EUROPLAN www.europlanproject.eu), Koju je AMO eBpOMcCKor
nporpama ”IpylwiTBeHa akumja 3a noapydje jasHor 3apassba” (Community Action in the field of Public
Health).

FnaBHU UM/bEBM Koje je nocTaBuna EBponcKa yHWja Ha nosby pujeTKMx b6onectu ce oAHOCE Ha
yHanpehere uaeHTUPUKaUMje pujeTkMx 60aecTU; NOAPLIKY Pa3BOjy 34PaBCTBEHMX MpOrpama y
obnactn pujeTknx b6onectn Te passoj EBporcke capagre, KOOpAMHaumje M Hapsopa y obnactu
pujeTknx bonectu.

FnaBHe npenopyke Casjeta EBpone Ha Mosby aKTUBHOCTM Y LM/bY YHanpehera npuctyna pujeTkum
6onecTMma o4HOCE Ce Ha: AOHOLWEHE NPOrpamM M aKUMOHMX NAaHOBa 3a pujeTke bonectn y 3em/bama
ynaHunuama Esponcke YHuje (y aasbem TekcTty: EY) a y ummwy obesbjehmsarba jegHaKor u agekBaTHOr
NPUCTYNa KBa/IMTETHOj 34PaBCTBEHOj 3aLUTUTK, KOja YK/by4yje AOCTYMHOCT ANjarHOCTULMN, Anjedetby U
“orphan” nujekoBuma M nAnuMma o060s/beNMM O PUjETKUX BONEecTU; ycnocTaB/batbe afleKBaTHe
aedvHnumje, KoamdurKaumje 1 KaTanormsaumje pujeTkmx 6o1ecTm 1 ycnocras/bare 6asa nogaTaka o
pujeTkum 60siecTUMa; crnpoBohere MCTpaXkKuBakba Ha MOJby MPUMjeHe crneuuPuyHor aunjedera
pujeTknx 6onectn; oOCHMBaHE KOOPAMHALMOHUX LieHTapa U pedepeHTHe Mperke 3a pujeTke bosectn
wupom EBpone, ca ycnocTaB/bakbeM jeAUHCTBEHOT €BPOMNCKOr MHPOPMALIMOHOT CUCTEMA 33 pPUjeTKe
H6onectn; OKyn/barbe eKcnepaTa 3a pujeTke 601ecT Ha eBPONCKOM HMBOY; YHanpeherwe capaame ca
opraHuMsauunjama naumjeHaTa ca pujeTkum bonectMma U npomoumje oap>KMBMUX aKTUBHOCTU Ha MOJbY
pujeTkmnx bonectu.

Y cknagy ca npenopykama Casjeta EBpone, 3emsbe unaHunue EY u octane eBponcke 3emsbe MMajy
moryhHOCT fAa ocTBape capafhby, KOpUCTE BUCOKOCMeUujain3oBaHe KOHCyATauuje, yyecTByjy Yy
MehyHapooHMM KAMHWYKMM CTyAMjama 33 NpUMMjeHy HOBMX TEXHOMOIWja Yy Jinjederby pPUjeTKUX
b6onectn u aa nnjeye CBoje NaLMjeHTe Y MHOCTPAHCTBY, Kaga To HUje moryhe y cB0joj 3em/bu.

MpaBHKM OCHOB 3a AoHowere Mporpama 3a pujetke 6onectn y Penybanum Cpnckoj cagprKaH je y
oapeabama 3akoHa 0 34paBcTBeHOj 3alwTnTK (,CnyskbeHun rnacHuK Penybauke Cpncke”, 6p. 106/09),
3aKoHa 0 3apaBcTBEHOM ocurypary (,CnyskbeHun rnacHuk Penybauke Cpncke”, 6p. 18/99, 51/01,
70/01, 51/03, 57/03, 17/08, 01/09 n 106/09) Te MoauTtnum yHanpehusarba 34pas/ba CTaHOBHULLTBA
Peny6anke Cpncke ao 2020. roauHe, (,,Cny»k6eHu rnacHuk Penybnaunke Cpncke”, 6p. 92/12)

YnaHom 2. 3aKOHa O 34paBCTBEHO] 3aWTUTK AedMHMCAHO je Aa je 34PaBCTBEHA 3aluTMTa CKyn ycayra
M aKTMBHOCTM 3a yHanpehuBatkbe M ouyBak€e 34paB/ba Jbyau, cnipedyaBarbe obonnjeBarba M NoBpeaa,
paHoO OTKpuBatbe 060/MjeBarba, 61aroBpeMeHo nnjederbe U pexabuauTtaumjy. Ycayre u akTUBHOCTU
34paBCTBEHE 3alUTUTE Cy KBanuTeTHe, be3bjeaHe, eduKacHe, epeKTMBHE M 3aCHOBaHE Cy Ha HayYHUM
[OKasnMma M y CKnady cy ca Hayennma npodecroHanHe eTnke. YnaHom 8. UCTOr 3aKOHa ce gedpuHuie
fa ce Ha HuBoy Penybnuke Cpncke obesbjehyje 3apaBcTBeHa 3alUTWUTa MOJA, jeSHAKMM YCI0BUMA,
NonyaaLMOHUM Y HO30/I0WKMM Fpynama of, nocebHor coumjaHo-MeAMLMHCKOT 3HaYaja.

3aKoHOM O 3AapaBcTBeHOM ocuryparby (,Cny»beHmn rnacHuk Penybamke Cpncke”, 6p. 18/99, 51/01,
70/01, 51/03, 57/03, 17/08, 01/09 wn 106/09) ypehyje ce cuctem obase3HOr M MpoLIMpPEHOr
34,0aBCTBEHOT OCUIypakba, NPaBa M3 OCUrypakba, HAuMH OCTBapuBakba MpaBa M Hayena npuBaTHOr
34,0aBCTBEHOT OCUTypatba.

Monntnka yHanpehuBarba 34paB/ba cTaHoBHMWTBA Penybnmke Cpncke go 2020. roanHe, Kojy je
ycsojuna Bnaga Peny6auke Cpncke (,CnyxbeHun rnacHmk Penybamnke Cpncke”, 6poj 92/12), Kao cBoj
NPUOPUTETHM MpaBal, Aje/loBatba UCTUYE CMakbMBaHbe Pas/iMKa y 34paB/by CTAHOBHMLWITBA MyTeEM
pa3Bujatba cneumdPuUHUX MOAUTMKA, MPOrpama M aKUMOHWX MAaHOBA YCMjepeHUX Ha couujanHe
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oapeAHuUe 34paB/ba M ycpeAcpeheHOCT Ha K/bydHa MmoApydyja Kao WTO Cy: paHW pacT v passoj,
3anocnerwe U yCNoBM pagda, colujanHa 3aWTuTa, NpeseHuMja U TpeTMaH 60/ectu, cmarbuBakbe
coumjanHe UCK/bYYEHOCTU M parbMBOCTU MojeaMHaua M 3ajeaHuua, Te CMakbuBakbe HejeaHaKoCcTH y
34paB/by (NOBE3aHO Ca CMarbUBabEM HejeAHAKOCTU Y APYLUTBY).

IV. AHAJIU3A TPEHYTHOI CTAHA

C o063uMpom Ha marKaBoctu [fecete mehyHapoaHe Knacudukauuje 6onectn (MKB-10) n Ha
HenocTojatbe CUCTEMATMYHOr MPUCTyna pujeTtkum bonectuma y Penybamum Cpnckoj He nocToje
afeKBaTHU ennaeMMOOWKM Nogaum o pujeTkum bonectuma, He NOCToju YHUPOPMHM cucTeM 3a
pernctTpaumjy pujetkmx 6onectu, HUTU AncTa obosbennx of, pujeTkux 6onectM Kao HUM nocebHo
aeduHmcaH 1 nnaHnpaH byueT 3a pujeTke bonecTtu.

YBarkaBajyhu EY peduHuumje n Kputepmujyme 3a pujetke bonectu, npoujetrbyje ce ga 6u y Penybanuym
Cpnckoj oko 6-8 % Ha 1.400.000 cTaHOBHULUTBA MOT/10 6UTK NoroheHo Hekom o4, pujeTkux bonectu. C
0631MpoMm Ha YMkbeHuUy Aa je Hajsehu 6poj pujeTknx 6onectTn reHoOMcKor nopujekna u ga ce Hajsehu
6poj ucnosbasa y NpBUM rogMHama »KMBOTA, O4YeKyje ce Aa ce y Penybamumn Cpnckoj roauiurbe poam
oKo 50 gjeue ca xpomosomcKum b6onectnma, oko 60 ajeuie ca 6onecTMma y3poKkoBaHMM MyTalMjama
y jeaHom reHy un oko 200 gjeue (2% ogn 9.500 HoBopoheHYaaM) ca KOHFreHUTaHUM aHOMaAMjama.
Takohe, npoujeryje ce aa y Penybamum Cpnckoj y TOKy jegHe KaneHAapcke roaunHe oko 10% wam
1.000 TpyaHoha HOCK PU3KK 3a NOjaBy HEKe pujeTke 60/1eCTU Kog, 04eKMBAHOT MOTOMCTBA.

Penybnunka Cpncka He nocjeayje cneumjanmM3oBaHW UeHTap 3a pujeTke BoONecTm anu cy yHyTap
34paBCTBEHOr cUCTeMa, 06e36ujeheHnM ycioBM 3@ MNpPeTPakMBarbe PU3MKA W ANjarHOCTUKY
HajyyecTanumjux pujetTkux bonectu y Penybamum Cpnckoj.

YHaszag, 30 roamHa BpLWW AMjarHOCTMKA XPOMO30OMCKUX 6ONECTU U CKPUHUHT Ha GeHUAKETOHYPU]Y (Y
MoYeTKy CMOpPagMYHO a caga penosHo); on 2004. roavHe obaB/ba Ce  CKPUHWMHE  Cayxa
HoBopoheHuyagu, a og 2007. rogmMHe ce obaB/ba HeOHaTa/NHWM CKPUHUHI Ha Xxunotupeosy. 2009.
rogvHe je OTBOPEHO rEHETCKO CaBjeTOBa/MLWITE, W 3aMo4yesio Cce Ca MPeHaTa/HOM ANjarHOCTUKOM
XPOMO30OMCKMX 60/1eCcTU. BUOXEMM|CKN CKPUHUHT TPYAHULLA HA HajydecTanunje XpoMo3omcKe bonectu
W npeTpara pu3MKa og, KOHFreHUTAIHUX aHOMa/IMja 1 reHOMCKMX Bbonectn y TpyaHohu ce ob6aBsbajy o4,
2010. roguHe.

Peny6nnka Cpncka je, Kao M cBe 3em/be Ca MaJOM NOMyaaumjom, cyodyeHa ca npobnemom
HemoryhHOCTM opraHu3oBama AMjarHOCTMKE W TpeTMmaHa 3a Hajsehu 6poj pujeTkux 6onectn. U3 Tor
pasnora cy npuvopuTeTHU UW/beBUu [porpama ycmjepeHu Ha NpeTpaxkuBakbe pUsuKa, NpeBeHLMjy,
npeHaTasHy AWjarHOCTUKY, PaHO OTKPMBAHbE M AWjarHOCTUKY pujeTKux Bonectu Koje ce yyectanuje
jaB/bajy y nonynauuju  (KOHreHWTanHe aHOMasjnje, XPOMO3OMCKe 6onectn, reHeTvcke
npegucnosunumje, UMyHonowkn nopemehaju), U TUjecHy perMoHanHy U mehyHapoZHy capagmy Y
LUM/bY AMjarHOCTMKE M TpeTmMaHa Beoma pujeTKux 6os1ecTm (MoHoreHcke 601ecTu), Kao M Ha CBUM
Nno/bMMa BE3aHWUM 3a YKyNaH NPUCTYN U TPETMaH pUjeTKux bonectu.

V. UHU/BEBU, UN/BHA TPYTIA U MTPUOPUTETU

Uumwesn Mporpama ce ogHoce Ha: MpeBEHLMjy, PaHO Mpeno3HaBatbe W AMjarHOCTUKY PUjETKUX
bonectn; yHanpehere eBuaeHTUparba; yHanpehere MHPOPMMUCAHOCTU 34PABCTBEHMX PALHMKA U
onwiTe jaBHOCTM O pUjeTKMM 6onecTMma, KoopauHaumjy ca pedepeHTHUM MeaULNHCKUM U HayHo-
NCTPaKMBAYKMM MHCTUTYLMjaMa U YAPYXKEHUMA NaumjeHaTa ca pujeTknum bonectuma.

OBu unsbesn obyxBaTajy paseBujarbe MHPPACTPYKTYPE U MexaHM3ama 3a yHanpehere perncTpoBamsa
Nnua Koja bonyjy oa pujetkux 6onectn, yHanpehere CTpy4HUX KanauuTeTa 34paBCTBEHUX PadHMKA U
MHPOPMMCAHOCTM OMLUTE jaBHOCTM O pUjeTKMM BosiecTma Te yHanpehere KoMyHUKaumje 1 capagrbe
Ha perMoHasHoM n mefjyHapogHOM HUBOY.

Lu/bHe rpyne Ha Koje ce oAHOCM 0Baj [lporpam YMHU CMAHOBHUWEO: NAUMJEHTU Ca PUjETKUM
6onectma; 6padyHM nNaposu ca npobnemmma penpoayKTUBHOr 34paB/ba; TPYAHMLE Ca PU3MKOM 3a
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pahatbe ajeTeta ca pujeTkom 6onewhy reHOMCKOr nopujekna; nopoauue ca pu3MKom 3a pahame
Ajeteta ca pujeTtkom 6onewhy reHoMCKor nopujekaa, Te cBa HoBopoheHyaa; 30paecmeeHU padHUYuU
Ha CBMM HMBOMMA 34pABCTBEHE 3alWTUTE, YK/byyyjyhu cBe cneumjaHoCTM y MeaMUMHM Koje cy
YCMjepeHe Ha OTKpMBaHbe, PerucTpoBakbe, AWjarHOCTUKY, NpeBeHUMjY, Anjedere u xabunutauujy
nauujeHarta ca pujeTkum bonectuma Te Hees1a0UuHe op2aHu3ayuje unja je AjenaTHOCT noBesaHa ca
pujeTknm 6onectuma.

MpuopuTteT nporpama 3a pujeTke H6onectn cy ycmjepeHn Ha: obesbjehmBarbe ennaeMmnonoLwKmx
noaataka o pujeTtkum bonectuma n popmuparbe eBuaeHuUMje 3a pujeTke bonectn y Penybanum
CpncKoj; yHanpehere CTPYyYHMX KanauuTeTa 34paBCTBEHMX PagHMKA Y UW/by afleKBATHOT OTKPMBakba
W paHe AMjarHOCTUKE pUjeTKUX Bonectu; yHanpehere npesBeHUMje pujeTKMx 6onectn reHomckor
nopujekna OpraHM3oBateM EKCTEH3UBHUX “screening” nporpama; yHanpehere npeBeHUMje WU
OMjarHOCTUKE  pujeTkux 60onecT TreHOMCKOr Mopujekna  yBoherem HOBUX  AWMjarHOCTUYKMX
TEXHOMO0MWja U AOCTYMHOCTU TEeHETUYKOM MHOOPMUCAbY; YCNOCTaB/bakbe WMHTErpucaHor npucryna
OTKpMBahby, AMjarHOCTMLM, NPEBEHLUMU U COLMjANIHO] MHTErpaLmju Mua ca pUjeTKUm bonectuma u
HUXOBUX NOPOAMLA; U3PALY CMjePHULA U KpuTepUjyMma 3a dopmupatbe LieHTPa 3a pujeTke bonectu y
Peny6anum Cprckoj Te ycnocTaB/bakbe LLEHTPA 3a pujeTke 6onectn y Penybamum Cpnckoj; nognsaree
CBMjECTU CTPYYHE W OMLWTE jaBHOCTM O 3HAYajy PUjeTKMX BONecTU U HBUXOBOM YTULAjJy Ha 34paB/be
CTAaHOBHUIUTBA; NOAPLUKY M Capafty Ca HEBMAAMHUM OpraHM3auuMjama naumjeHata M nopoamua ca
pujeTkum b6onectuma; aedpuHucare GUHAHCUjCKOr OKBMPA 33 pujeTKe BonecTn U ycnocTaB/bakbe
MHTEPHAUMOHANHE CTPYYHE Ccapajte Ha MNo/by PEerucTpoBarba, MOHUTOPWHIA, [OMjarHOCTUKe,
Jinjeyerba U UCTParkMBakba pUjeTknx bonectu.

VI. MPOTPAMCKE AKTUBHOCTU

1. UmeHoeare KoopOUHamopa 3a pujemke 6oaecmu y Penybauyu Cpnckoj

KoopanHaTtop 3a pujetke 6onectn y Penybnamum Cpnckoj MmeHyje ce ca 3agaTkom ga capahyje ca
34paBCTBEHMM YyCTaHoBama y Peny6aunum Cpnckoj, mehyHapogHUMM opraHu3aumjama, CTPyYHUM
yAPYKebUMa U HayyHMM ycTaHoBama y obnactu 6opbe npoTuB pujeTkMx Hosnectn Te nomohwu
naunjeHTUMa Koju 6onyjy oa pmnjeTkux 6onecTu.

Hberoea ynora je n y nomohu y dopmupary Komucuje 3a pujetke bonectn, LleHTpa 3a pujeTke
6onectn y Penybamum Cpnckoj Te ycnocTaB/batba M Boherba eBuUgeHLMje 3a pujeTke 6onectu y
Peny6anuu Cpncko;j.

2. ®opmupare Komucuje u ycnocmasseawe LleHmpa 3a pujemke 6oaecmu y
Penybauyu Cpnckoj

Komucuja 3a pujemke 6osecmu (y pabem Tekcty: Komucuja) je  myntmaucumnavHapHo
WHTEpPPECOPHO CaBjeTOAaBHO TUjesI0, Koje BPLUN KOPANHALM]Y CBMX aKTMBHOCTU Ha NoJby cnosohera
Mporpama. Komucujy mmeHyje muHuUCTap. Komucuja vma npepcjefHuKa, noanpeacjefHuka wu
ynaHose. [peacjeAHUK W NognpeacjeaHUK Mopajy buUTM OOKTOpU MegMUMHE Ca 3aBPLUEHOM
cneuyjanmMsaumjom U3 negujatpuje UAM UHTEPHE MeduuMHe U A043aTHOM cynchneumjanmsaumjom ums
061acTM  KAMHWYKE TeHeTUKe, MeTabosn3ma, WMYHONOrWje, XemaTonoruje, nyamosoruje,
AepmaTonoruje nan Heyponorunje. YnaHosn Komucumje ceMmeHyjy Ha nepuog oA 4eTupu roguHe.
Komucunja 4oOHOCK NOCNOBHUK O pasy, 3aCHOBAH Ha NPUOPUTETMMA M NPOTrPAMCKMM aKTMBHOCTUMA
Koje cy peduHucaHe lMporpamom. Komncmja AOHOCKM roauwkKn Nporpam paga, 3acjefa Hajmarbe
jeaHOM y TpU mjeceua M NOAHOCM MUHUCTPY FOAMLWHM U3BjelTaj 0 paay. 3agaTak Komucuje je aa
NpeasiioxXn MpPEeXyY eKcnepaTa 3a pujeTke 60eCTH, caaprKaj eBugeHUMje 3a pujeTke 6onecTn 1 AncTy
pujeTknx 6onectn y Penybamnum Cpnckoj.

Lenmap 3a pujemke 6oaecmu (y pa/bem TeKcTy: LleHTap) npeacrtas/ba HaydHo/cTpyyHy 6asy uuja
AjenatHocT obyxBata umnnemeHTaumjy [lporpama, obesbjehuBarbe BUCOKOCMNELMjaAn30BaHe
eAyKaumje U TPEHMHra 34PaBCTBEHMX PagHMKa Yy 06/1acTu pujeTknx 601ectu, Kpenparbe CTaHAapaa u
BOAMYA KAMHUYKE MpaKce 3a NpeBeHUMjy, AMjarHOCTUKY, /iMjeuyerbe W pexabuauTaumjy avua ca
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pujeTkKum bonectmma, KoopauHauujy pasmjeHe MHbOpmaLMja U UCKyCTaBa Y TPETMaHy PUjeTKMX
6onectn usmehy 34paBCTBEHMX YCTAHOBA Te YCMOCTaB/bakbe W OAp)KaBarbe BnucKe capagre ca
EBponckom pedepeHTHOM EeKCNepTCKOM MPEXKOM 3a pujeTke bHosnectn. Ycnoctassbarbe LleHTpa
npeacTaB/ba e1eMEHTapHM YCNO0B 3a YK/byumBarbe Penybanke Cpncke y EBPOMNCKY eKCnepTcKy mMpery
3a pujeTke bonecTu.

Komucmja gaje carnacHoOCTM Ha niaHOBe, NPOjeEKTe, U3BjeLTaje, KIMHUYKE CMjepHMLE, NPOTOKO/E U
CTaHpapae Koje npunpema LieHTap.

LleHTap 3a pujeTke bonectu ce ycnocTtas/ba Yy 3[4paBCTBEHOj YCTaHOBM Kojy npeanoxkmn Komucuja, ca
uM/beM O3 KOOpPAMHWMPA CBe Mporpamcke gjenatHoctu npegsuheHe lMporpamom. Ha npwujeanor
Komucnje, mMmHuctap ogpehyje 3apaBcTBeHy yCTaHOBY M MMeEHYje pyKoBoauoua LleHTpa

3. Ycnocmaemame esudeHyuja 3a pujemke 6oaecmu y Penybauyu Cprnckoj

3HayajHa aKTMBHOCTM y OKBMpY [lporpama jecte Bohewe eBuaeHuuje. EBuaeHuMja ce Boau Ha
NPONMCaH HA4YMH, YNUCOM MNOjegMHUX YMHEHMLA HA OCHOBY AOKYMeHTaumje ytBpheHe 3aKOHOM O
eBMAEHLMjaMa U CTaTUCTUYKMM UCTpaXkMBarbMMa y obnactm 3gpascTBeHe 3awTtute (CnyrKbeHu
lnacHuk Penybnauke Cpncke 6poj 53/07). Y Boherwy eBuaeHUMje ce NpuMjerbyjy nponucaHu
METOA0/1I0WKN NPUHLMNN U CTAaTUCTUYKM CTaHZapam (aedvHnumje, knacmduKkaumje, HOMeHKAATYpa).
EBnaeHuMja pujeTkMx 601ecTm ce cnpoBOAM Y3 3arapaHTOBAHOCT 3alITUTE CBMX JIMYHUX, @ NOCEOHO
reHeTCKMX nogataka. Boherwem eBugeHuuje o pujeTkKum bonectuma Tpeba o06e36ujeanTn
LEHTPANM30BaHO YHUOOPMHO MpUKyn/bakbe W 06pagy nogaTaka o pujeTkMM  Bonectuma;
oapehuBarbe WMHUMAEHUE M NpeBaneHLe MNojeauHUX pujeTknx 6bonectn y Penybnuum Cpnckoj;
oapehusame yyewha pujeTknx 6onectn y mopbuantety n MopTanuTeTy CTaHOBHMLWTBA; nomoh vy
NPUNPeMmn AMjarHOCTUYKMX M TEePanujCKMX MPOTOKO/Aa M CTaHAapAa 3a TPeTMaH nauujeHaTa ca
pujeTknm 6osecTMma; yHanpeherwe MHTEpaKUMje 34paBCTEHON CUCTEMA M MaLMjeHaTa ca PUjeTKUM
b6onectuma; objaB/bMBakbe pPeneBaHTHMUX NoAaTaka O pUjeTKMM 6osiecTma U HbuxoBo ynopehnsame
Ca permMoHOM Te OCTBAPMBAHbE KIMHUYKE N HAayYHO-UCTPaXKMBauKke mehyHapoaHe capagmbe.

4. YHanpeherwe npeseHyuje u oujacHocmuKe pujemkux 6osnecmu, KOH2eHUMAAHUX
aHomasnuja u 2eHemMcKux npeducno3uyuja/ckaoHocmu

Beoma orpaHuyeHe Tepanujcke moryhHoOCTW, yC/iOB/baBajy Aa Ce [/1aBHO yCMjepere y TPeTMaHy
pujeTkux 6onecTm oAHOCKM Ha pPaHO OTKPMBakbe, MOY3AaHy AMjarHOCTMKY, MPeBeHLMjy noc/beauua
Kog obosbenmx M npeseHUMjy pahara ajeue ca pujeTkom bonewhy. YHanpeherwe npeseHuunje u
ONjarHOCTUKE pUjeTKMX 6onecTn, KOHreHUTasIHUX aHOMaAMja M FEHETCKUX CKIOHOCTU OCTBapyje ce
AjenaTHOCTMMA yCMjepeHUM Ha:

a) MacoBHM HeOHaTa/IHM CKPUHMHT KOju ce CNpoBOAM 3a CBY HOBOpoheHYaa 3a oHe pujeTke
b6onectn Koje Huje moryhe npeno3HatTv Ha poherby, a Tepanuja je moryha, goctynHa u edukacHa.
MoTpebHo je pmasbe yHanpehuBaTn noctojehM MACOBHM HEOHATaNHU CKPUHWHI Ha KOHFeHUTANHY
XUMNOTUPEOo3y U PEeHUNKETOHYPUjY; CNPOBOANTU KOHTUHYMpPAHY eayKauujy 34paBCTBEHUX pagHMKa
KOjU YYecTBYjy Yy HEOHaATa/IHOM CKPUHWHIY; NEPUOANYHO MHOBMPATU MPOTOKO/E 33 NPUKYN/bakbe U
TPAHCMOPT KPBM M TpeTMaH naumjeHaTa AETEeKTOBAaHUX CKPUHWMHIOM Te u3pagutu enabopaTt o
noTpebu 1 0APKMBOCTU YBOHEeHa CKPUHMHTIA 33 OCTae pujeTke bonectn

6) Mpowwuperwe/yHanpeherwse pAujarHocTMKE reHOMCKMX 6onectm npumjeHom
CaBpeMeHUX AUjarHOCTUYKUX TEXHO/IOMMja Yy MEeAULMHCKOj reHetuuu nytem ysohera
NMOCTHATa/IHOT CE/IEKTUBHOI METAbOIMYKOr CKPUHWHIA KOZ CyMibe Ha Hac/begHe meTabonunuke
pujeTke bonectn; noctHatanHe AHK gujarHocTMKe MOHOreHCKMX 060/berba, YCNOCTaB/bakba Capastbe
n ynyhusara [HK y30paka y pedepeHTHe UeHTPe Yy MHOCTPAHCTBY (LMCTMYHA ¢dMbpo3a, cnMHa/Ha
muwmnhHa aTpoduja, muimnhHe gauctpoduje, xemodbunuja A n b, neykemuje y ajeunjem yspacty uta);
NMoCTHaTa/IHE UMTOreHEeTUYKEe AMjarHOCTMKEe HOBOpPOhEeHYaamn U Ajele ca CyYMHOM Ha XPOMO3OMCKe
601eCTM N HUXOBMX MPBOCTENEHUX CPOAHWUKA, Y C/y4Yajy CyMhe Ha BanaHcMpaHe XPOMO3OMCKe
abepauuje; perucTpaumje KOHIFeHUTaZIHUX aHOManuja Kog HoBopoheHuyaam no EUROCAT
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METO/I0/I0MNjU U NPUK/byuyMBarbe EBPONCKOM perucTpy 3a KoHreHuTtanHe aHomanuje (EUROCAT-u);
NOCTHaTa/IHe UMTOreHeTUYKE ANjarHOCTMKE NapoBa ca Npobaemmma y npoKpeaumjm (ca NOHOB/bEHMUM
ryouumma TpygHoha W WMHPepTUAUTETOM, Yy MPUNPEMM 3a acUCTUpPaHy ,in Vitro” onnoawy);
BMCOKOCMELMjaSIM30BAHUX KMHUYKUX FEHETUUYKUX KOHCyANTauumja, MHPOPMMUCAHOT NpUCTaHKa npuje
FeHeTCKOr WCMWUTMBakba M [eTa/bHOT FeHEeTUYKOr WHbOpMMUCartba W MPOLEHE PU3MKA HAKOH
cnpoBefeHe AMjarHOCTMKE, KO CBUX UCMUTUBAHMX 0coba.

B) YHanpeherwe pAujarHOCTUKE MeHTaNHe peTapgaumje ysohewem HoBux [AHK
TeXHON0ruja ysoherem AnjarHoCTMKE MUKPOAENELMjCKMX CUHAPOMA NPUMjeHOM dayopecLeHTHe
,in situ” xwbpuausaumnje (FISH); anjarHocTuke Fragilnog-X cuHapoma, npumjeHom HK TectoBa Te
KNIMHUYKUX TEHETUYKMX KOHCynTauuja, MHGOPMUCAHOT MPUCTAaHKa Npuje reHeTCKor UcnuTuBakba U
AeTa/bHOT TeHeTMYKOr MHpopMMCara M MpoLjeHe PU3MKa HaKOH CpoBefeHe AWjarHOCTMKe, Kop,
CBUX UCMUTUBAHMX 0CODa.

r) YHanpehewe npeHaTasHe AMjarHOCTUKE KOHFeHUTANHUX aHOMaZUja U CMarbeme
MHUMAeHUe HoBopoheHe Ajeue ca KOHreHUTaNHMM aHOMaaujama U 036U/bHUM
reHomckum 6onectuma, Koje Huje moryhe nujeuntn. MotpebHo je o6e3bujeanTn WIMPOKY
npumjeHy BMOXeMMUjCKOr CKpUHWHra Kog, TpyaHuua (og 10 — 18 NG), 3a geTekumjy pusMKa og,
HajydyecTanujux xpomosomckunx abepauuja (Daunov sindrom, Edvardsov sindrom, Patauov sindrom) v
BE/IMKUX KOHFeHUTa/NHUX aHomanuja (aedektu HeypanHe Tybe u TpbylWIHOr 3uAa); npeHaTanHy
LUMTOrEHETUYKY AOMjarHOCTUKY 3a CBe TpyAHMUE ca yYTBpHEeHMM MOBUWEHUM PUIMKOM Of
XPOMO30OMCKMX bonectn dpetyca (TpyaHuue npeko 35 roamMHa XKMBOTA, ca NO3UTUBHUM BUOXEMUCKUX
CKPUHWUHIOM MM Ca NO3UTUBHOM MOPOAMYHOM aHaMHE30M Ha XPOMO30MCKe 60/1ecTu); npeHaTtanHy
ONjarHOCTUKY MOHOTreHCcKux bonectu y nopoauuama ca gokasaHom AHK mytauumjom, ynyhusarwem
OHK y3opaKa y pedepeHTHe UeHTpe Yy MHOCTPaHCTBY (UMCTMYHA ¢mbposa, cnuHanHa muwmhHa
atpoduja, mmwnhHa guctpoduja uta), c 063mpom aa ce pagn o pujeTKMM obosberuUMa 3a Koje He
NMocToju onpasAare 3a pasBujarbe COMCTBEHUX AMjarHOCTUYKUX pecycpca; BUCOKOCNEeUWjanm3oBaHy
KAMHMYKY TEeHETUMUKY KOHCyAnTauumjy, UHOOPMMCAHM NPUCTaHAK Npuje reHeTCKor WCNUTUBaHa U
OEeTa/bHO reHeTUYKo MHOPMMUCaHE M NPOLjeHy PU3MKA HAKOH CrnpoBeAeHe AMjarHOCTUMKE, KoZ CBUX
NCNUTUBAHUX ocoba.

A) YHanpehewe reHeTcke gujarHOCTUKE PenpoayKTUBHUX 6ONECTU: MYLLKU U XKEHCKU
MHPEPTUAUTET, NOHOB/LEHU rybuumn TpyaHoha u mptBopoheHoCT ysoherbem uuToreHeTUKe
ANjarHOCTUKE XPOMO30MCKMX abepaLmja Kog napoBa ca MHGEPTUANTETOM U KOZ NapoBa Ca BULLE 04,
ABuje un3rybsbeHe paHe TpygHohe (nNpBu TpumeacTap) WaM Yy Ccaydajy HepasjallHeHOr Y3pokKa
mpTBopoheHocT/KacHe cmpTtu nnogda; AHK AumjarHoCTMKe myTaumja y reHMma OAroBOpHMM 3a
Hac/beaHy CKAOHOCT Ka Tpombo3uM Koz naposa ca Bulle oA ABuje nsrybsbeHe paHe TpyaHohe nam y
CNy4yajy HepasjalwHbeHor y3poka MpTBopoheHOoCTH/KacHe CMpPTM MoAa, Kao M Koa napoBsa ca
NHbEpPTUANTETOM HepasjawmeHe eTnonorunje; AHK anjarHocTnke mukpoaeneumje Y Xpomosoma Koz,
iMua MyLWKOr nofla ca WHOEepTUAIMTETOM Te BMCOKOCMELMjaNIN30BaHE K/AMHUYKO FeHeTUYKe
KOHcynTauumje, MHGOPMUCAHOr MPUCTAHKA MNpuje FeHEeTCKOr UCNUTMBakba U AeTa/bHO TEHETUYKO
MHPOPMMUCArbE M NPOLjEeHY PU3MKa HAaKOH CNpoBeAeHe AMjarHOCTUKE, KO CBUX UCMUTUBAHMUX NLA.

h) YHanpeherwe pujarHoCTUKe XeMaTOOHKOJIOWKUX NauujeHata obesbjehusarbem
LUTOreHETCKe aHan3e XpOMO30MCKUX abepaLmja y KOCHOj Cpu 1 nepudepHoj KpBU; ANjarHOCTUKeE
CKPMBEHUX U  KOMIMJIEKCHMX TpaHC/AOKauuja xpomosoma npumjeHom FISH awnjarHocTuke;
NMYHODEHOTMNM3ALMJOM KOJL XEMATOOKHOJIOWKMX WM nNaumjeHaTa ca pUjeTKUM UHOeKUMjaMa,
NPUMjeHOM MeToAa NpoToyHe uuTomeTpuje; OHK aujarHOCTMKOM MyTauMmja y TYMOPCYNpecopCcKUm
reHMMa U OHKOTeHMMA; AMjarHOCTMKOM XPOMO3OMCKMX abepaumja npumjeHom [OHK eceja u
BMCOKOCMELMjaIM30BAHOM KAUHUYKO TFEHETUYKOM KOHCyNATaumjom, MHPOPMUCAHMM MNPUCTAHKOM
npuje reHeTCKOr UCNUTUBAKbA U AETA/bHUM FreHETUYKUM MHPOPMUCAHEM U NPOLjEHOM PU3MKA HAaKOH
cnpoBefeHe AMjarHOCTUKE, KO CBUX UCMTUTUBAHMX NLA.



e) YHanpehewe [MjarHOCTUKE FeHETCKUX CKIOHOCTM Ka XepeaAuTapHMM MaJUrHUM
obosberbuma nytem ncnutusarba JHK mapkepa 3a npumjeHy xemotepanuje: K-ras, HER2, EGFR i sl;
OHK anjarHocTuke MMKpocaTennTcKe HeCTabUAHOCTU M MpeTpara reHCKMX MyTauuja noBesaHux ca
XepeauTapHUM HENOMUMNO3HUM KOJI0peKTaHUM KapumHomom; AHK anjarHoctnke myTaumja y BRCA1
i BRCA2 reHMma Kog, xepeguTtapHnx GopmmM KapunmHOMa [0jKe U BUCOKOCMNELNjaNN30BaHE KANMHUYKO
reHeTUYKe KOHcynTauumje, MHOOPMMCAHOI MpPUCTaHKa MpUje FeHeTCKOr UCMUTMBArba M AeTasbHOor
reHeTUYKor WHbOpMMUCatba W NpPOLjeHe PU3MKA HAKOH CNpPOBEAEHE [AMjarHOCTUKE, Kopg, CBUX
MUCMUTUBAHUX NM1LLa.

5. YHanpehere KoHmMpone u Had3o0pa HAO YKYMHUM MpPemmaHOM 2eHOMCKUX U
KOH2eHuUmanHux bonecmu

KoHTpos1a 1 Haa30p Hag NpeBeHUMjoM, ANjarHOCTUKOM U injederbem pujeTknx bonectn ocTeapyje ce
KpO3 eBanyauujy n onTMmMm3aumjy anroputama TpetmaHa pujeTkux bonectn. YHanpehere KOHTpone
M HaZ30pa Hag TPETMaHOM pUjeTKMX OONecTn 3axTUjeBajy MOHUTOPWUHI M eBanyauujy edekarta
TpeTMaHa, KOHCOAMAauuvjy W dasbW  pPasBoOj ChNeumjaIM30BaHUX TFEHETCKUX  AMjarHOCTUYKMX
TexHo/iornja, y3 HeonxoAHOCT obe3bjehuBarba aAeKBAaTHOr MPOCTOpa, HEOMXOAHE onpeme WU
eayKaumje 34paBCTBEHUX pagHMKa; NOBe3aHOCT U BIMCKY capaghy M3mehy cBMX HMBOA 34pPaBCTBEHE
3aWTUTE M CBUX 34PaBCTBEHMX YycTaHoBa y Penybnuum Cpnckoj ca Komucujom u LeHTpom;
YyCMNocTaB/batbe Capafe M pa3mjeHy MCKYCTaBa Ca TEXHO/IOWKM BMCOKO pPa3BUjeHUM pedepeHTHUM
mehyHapoaHMM AMjarHOCTUYKMM U UCTPA*KUBAUYKMM UEeHTpuma U ydyewhe y mehyHapoaHUM
UCTPaXKMUBaAYKMUM MPOjeKTUMA N KNTNHUYKUM CTyauMjama nocBeheHum pujeTkum 6onectuma.

6. YHanpeher>e 3HaHA U NPOGECUOHANHUX Kanayumema 30pascmeeHux padHUKa Ha
nosvy paHe npeseryuje, dujazHocMuKe, mepanuje u pexabunumayuje nayujeHama
ca pujemkum 6onecmuma

Beoma WKMPOKM 06UM McnosbaBatba M Bapujaumja y KAMHUYKO] CIMLM PUjETKMX 6osecTn 3axTujesa
KOHTUHYMPaHy eayKauujy 34paBCTBEHUX pagHWKa. YcBajatbe CTaHgapga W NpoToKona w
yBjexkbaBatbe anropmMtama NocTynaka, HEONXOAHW Cy YC/AIOBM 3a ONTUMM3aUMjy TpeTmaHa /auua ca
pujeTkMm 601ecTMma 1 Nobosbluakbe KBANUTETA HMXOBOT KMBOTA M XMBOTA HMXOBMX Mopoamua.
OBaj 3afaTak OCTBapyje ce Kpo3 KOHTUHYMpaHy eAyKauujy 34paBCTBEHMX padHWMKa U capadHWKa;
OpraHn3oBarbe roAMlLbKUX cacTaHaka nocseheHux pujeTkMm 6osnectMma; m3pagy U gucTpubyumjy
CTPyYHUX 6polwypa M NPOTOKONA O PUjeTKUM 6BonecTuma; uspady, AUCTpUbyuujy U npumjeHy
obaBesHux nucaHux dopmynapa/dopmm y Besn ca TPeTMaHOM pujeTKux b6onectu; ysoherbe
KAVMHUYKE TFeHeTUKe Yy AOAUMIOMCKE W CheumjaiucTUiKe efyKaTMBHE nporpame 3a [OKTope
MmeauumHe.

7. lMpomoyuja uHmMezpucaHoz npucmyna y umiaemeHmayuju npoz2pama rnpeeseHyuje,
dujaecHocmuke, mpemmaHa U coyujasHe UHKAy3uje nayujeHama ca pujemxum
6os1ecmuma u uxosux nopodouya

»JIncaboHcKkM nporpam”, ogHocHo Mporpam 3a 3apassbe EY cTas/ba y GOKyC 34paB/be CTAaHOBHULITBA
Kao MpUopuUTET MOJUTUKE AP)KaBa M CUMHEPIrMYKe aKTMBHOCTM CBWMX CEKTOpa, jacHO nosesyjyhu
€KOHOMCKM MpoCnepuTeT ApyKaBe ca 34paB/bem CTAHOBHUILTBA. 34paB/be CTAHOBHUILTBA Penybivke
Cpncke 3aBUCM 0f OpOjHUX aKTMBHOCTM KOje Ce NpOTeXy KPO3 CBe CEeKTope W 3axTujesa
KOOPAMHWCAHY MeRYCEKTOPCKY U MYATUAUCLMNAUHAPHY akumjy. UHTerpucaHu npuctyn obosbenvm
04, pvjeTkMx 6onecTM u HBUXOBUM MOPOAMLAMA, MOPa CBEOBYXBAaTHO CaApKaTW aKTUBHOCTU CBUX
CEKTOpa yCmjepeHe Ha NpeBeHUMjy, AWUjarHOCTURY, TPETMAH U COUMjaNHy MHTErpaumjy u nogpliky
nauujeHaTa ca pujeTKMmM 60/1eCTUMA U HbUXOBUX NOPOAMLLA, KA0 jeHe 0f, HajByIHepPabuaHujux rpyna
CTaHOBHMWTBA. Mpomoumja mehyceKkTopcKe capajtbe MoApasyMujeBa YK/byuuMBakbe ekcreparta M3
pasnMunTnx obnactn y pag Komucuje; yHanpeherwe npodecroHanHUx Kanauuteta 340aBCTBEHUX
pagHUKa; nogmsarbe KanauuteTa HeBAaAMHWX OpraHusauMja M opraHusauMja nauujeHaTta ca
punjeTkum 6onectuma; yHanpehewe aujanora u capagtbe usmehy 34paBCTBEHOr M HeBAAAMHOT
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CEeKTopa 33ajeHNYKEe CUMHXPOHW30BaHE AKTUBHOCTM BNALMHOF U HEBAAAMHOI CEKTOpPA HA Noam3ary
CBUjeCcTM O 3HaYajy pujeTkmMx 6onectTn 1 LUXOBOM YTULAjY Ha 34PaB/be U KBAZIUTET XKMBOTA.

AKTUBHOCTM Yy OKBUpPY ,JIncaboHcKOr nporpama” ce ogHoce Ha MPUNPeEmMy Kamnakba 3a U3MjeHy
CTaBOBA W MOHALaka jaBHOCTU NPemMa ANUMMA Ca PUjeTKMM 60necTMMa N OpraHM30Bake roAuLWHNX
cacTaHaka nocBeheHux MHTEePCEKTOPCKOj capadtbM Ha NOJby AjenaTHOCTU POKYCUPAHUX Ha pujeTKe
6onectn.

8. OpzaHu3oseme jasHUX Kamnawad 3a nodusare onwme u Cmpy4vyHe ceujecmu O
3Ha4ajy pujemkux 6onecmu

3ajeAHNYKOM, MAAHMPAHOM M CUHXPOHW30BAHOM aKUMjOM BAAAMHOr U HEBMAOUHOI CeKTpa Y3
ydyewhe cTpydyrbaka M3 nojeanHux obsactu, Kako 6u ce 06e3bmjeanmo CTpyYHM HUBO, HEOMXOAHO je
OpraHW3oBaTM W CAPOBOAMTM Kamnarba 33 MNogM3arbe CBUjECTM O 3Hauvajy pujeTkux 6onectn wm
NpoMjeHM CcTaBOBa W MOHalWlakba cpeanHe npema obosbennum opf pujetkmx 6onectu. MocebaH
npPUOpPUTET NpeacTaB/ba HEONXOAHOCT MOAM3aka CBMjeCTM OMWTe MOonyJauuje O MPUCYTHOCTU
pujeTknx 6onectn n npobaemuma ca Kojuma ce cyodaBajy 06o/benm og, pujeTKnux 6onectn n ibuxose
nopoauue.

Apyrn npuopuTeT ¢GOKycMpaH je Ha nogusarbe YKYNHOr 3Hatba M MHPOPMMCAHOCTM onwTe
nonynauuje o pusnUMmMa o4, jaB/batba PUjeTKMX 60NECTU U PACNONOKMBUM CKPUHMHT NPOrpammma y
UW/by NPpUMapHe NpeBeHuMje U paHe AujarHOCTUKe pujeTkux bonectn. OBe akTMBHOCTU ce OA4HOCE Ha
npunpemy u WWUPOKY AUCTPUBYUMjY MHODOPMATMBHOI maTepujana o pujeTKMmM 6osecTMma onwToj
nonynauuju; Npunpemy M AUMCTPUBYUMjY MHOOPMATMBHOI MaTepujana o pujeTKMmM 6onectmma
HamMujerbeHOT NPBEHCTBEHO 060/beNIMM 04, PUjETKMX BONECTU U HbUXOBUM NOPOAMLLAMA U NPUNPeEMyY
N cnpoBohere Kamnarbe 0 pUjeTKUM 60NecTMMa, Y3 KOpULILTEHE CBUX KOMYHMKAUMJCKMX KaHana
(wTamnaHKW, eNeKTPOHCKM, ayano —BU3YENHN).

9. Capadma u nodpwka HBO u op2aHusayuja nayujeHama

HeBnaguHe opraHMsaumje 1 opraHusalumje naumjeHaTa ca pMjeTkum 6onectuma nmajy 3HadajHy yaory
Y LWWPOKO] AMCeMMHaLMju uHbopMaumja o pujeTkmm bonectuma u obesbjehuBary noapLuke
jaBHocTW. OBM cybjeKkTn NpencTaB/bajy HEOMXOLAH CACTaBHU eNeMEHT CBMX Nporpam obuparba 3a
obesbjehunBarbe yca0Ba 3a afeKBaTaH TPETMAH pUjeTKMx 6onecty u 3a ycknahusare nerucnatmee u
3alUTUTY JbYACKWMX MpaBa ocoba ca pwujeTkum bonectuma. HesnaguHe opraHusauuje CBOjUM
aKTMBHOCTMMA [JOMPUHOCE W MPOMjeHU cTaTyca obosbenvx o4 pujeTknx 60nectM of NacuMBHOT
rnocmaTtpaya A0 aKTUBHOT YYECHMKa Y CBUM aKTMBHOCTMMa Be3aHMM 3a Mporpam 3a pujeTke bonectu,
ann 1M NOACTMYY U MOAPKABAjY KIMHUYKE U UCTPAXKMBAYKE AjeNaTHOCTU YHYTAp UHCTUTYLMjA CUCTEMA.
CUHXpOHM30BaHa M BKCKa capafiba HEBMAAVHWUX OpraHu3aumja W jaBHMX 34paBCTBEHWUX YCTaHOBA
obe3bjehyje eTUUKy, coumMjanHy U 3aKOHOAABHY MOAPLUKY MUMMA 0060/beIMM Of, PUjeTKUX BonecTu.
AKTMBHOCTM Y OKBMPY OBOra OAHOCE Ce Ha OpraHM30Bakbe rOAMLIKMX CacTaHaKa naumjeHaTa ca
30paBCTBEHUM W OCTA/IMM NPOGECMOHANLMMA, YK/bYYEHMM Yy TPeTMaH pujeTknx 6onectn u
y4yecTBoBakbe y obusbexkaBary ,[aHa pujeTkux bonectn” (28. debpyap).

10. Ycnocmasspvarbe egpukacHe pe2uoHasnHe u mehyHapoOdHe capadmbe.

Bavcka n edukacHa capagrba Ha NOsby PUjETKMX BOMECTH, HApPOUMTO ca Ap)KaBama Koje Mmajy
ycBojeHe Mporpame 3a pujeTke 6osectu, npeacTas/ba MMNepaTMB 406PO OpraHM30BaHOr TPeTMaHa
pujeTkmx 6onectn n obesbjehyje npeHoc 3Hakba, BjelTUHa U UcKycTasa. OBa capagta he omoryhutn
KOPULITEHE JbYACKMX Pecypca u TeXHOMOWKMX moryhHOCTH, Koje Peny6anka Cpncka TpeHyTHO Huje y
moryhHocTu aa passuje y NOTAYHOCTH, C 063MPOM Ha May Nonynauunjy U pujeTKo jaB/batbe nojeanHe
pujeTkmx 6onectn, o4 Kojux CBaKa 3axTujeBa cneunduyaH AMjarHOCTUHYKO-NPEBEHTUBHM aaropuTam.
OA4 npecygHor je 3Havaja M CTMMy/auMja M NOAPLLKA UCTPAXKMBAYKMX aKTUBHOCTM, Koje NoacTuye u
obesbjehyje perMoHanHa M MWHTepHaUMOHaNHA capaarba. [lpenopydyje ce opraHusaumja M
pykoBohere roauwbUM  CacTaHLUMMa WCTParKMBAYKO-EKCMEPTHUX TUMOBA W CUMHXPOHMU3auMja
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npuopuTeTa Ha NoJby UCTPaXknBarba pujeTkx 6onectu Te yyewhe ekcnepara y cBum mehyHapoaHum
WMHULMjaTUBAMA, NaHEMMA U UCTPaXKUBAbMMa O pPUjeTKMM bonecTnma.

11. Ynpaesbarbe u KOopOuHayuja npo2pamcKum aKkmueHocmuma

MNpahere nmnnemeHTaumje MNporpama 3a pujetke 6bonectn spwe Komucnja n KoopgmHatop.

VIl. ONEKUBAHU PE3Y/ITATU

UmnnemeHtaymja Mporpama he [ONpUHKMjETM NpPEBEHLMjM, pPaHO] AWjarHOCTUUM, TPETMaHy MU
pexabunutaumju nmua Koja 6onyjy on pujeTkux 6osectn. O4YeKMBaHM pPe3yaTaTM Ha OCHOBY
Mporpama, 3a nepmog 2014.-2020. roanHe cy cibeaehu:

— WMmeHoBaHe KoopamHaTopa;

—  ®opmupaHn Komucuja n LieHtap;

— [OHeceH nporpam 3a MNaaHupake, OpraHusaumjy M anoumparse GUHAHCMjCKMX cpeacTaBa 3a
yHanpehere npeBeHUMje, paHe AWNjarHOCTUKe, TPETMAHa M pexabunuTauuje amua 06o/benmnx oa,
pujeTknx bonectu;

— yHanpeheH HMBO 3Hakba M NPOPECMOHANHMX KaMauuTeTa AOKTOpa Ha NoJby NpeBeHUMje U paHe
AnjarHoCTUKe pujeTkux bonectu;

—  YCNOCTaB/beHA MPEKY 3a pujeTKe bonectu;

— ycnocTaB/beHa eBMAEHLMja NaLmMjeHaTa ca pujeTkum bonectuma;

—  yHanpujeheH nam ycnoctaB/beH CKPUHUHE PU3MKa 04, pujeTkmx bonecty;

—  YCMNOCTB/bEH MOHUTOPUHT YCMjeHOCTUN InjeYvetsa;

— nosehaH 6poj BUCOKOCMEUMjanM30BaHMX KaapoBa y 061acTn MeanUNHCKe TeHETUKE;

— o0b6e36jehHOo Npe-TeCTUHT reHeTUYKO MHPOPMUCAHHE;

—  YCNOCTaB/beEHU MEXAHM3MM KOHTPOJIE KBAJIMTETA /iMjederba PUjeTKUX bonecTu;

— NpUNpem/beHa U PeaoBHO OCBjeXaBaHA JINCTA EKCNEPTCKUX MEAMUMHCKUX LeHTapa 3a pujeTke
bonectu;

— NOAp)KaH paj HEeBMAAWHMX OpraHusaumja W Apyrux yapyKewa MaumjeHaTa ca pUjeTKum
bonectnma;

— o0be3bujeheHa yK/by4eHOCT y npojekaTt EBporcke mpexe 3a pujeTke bonecty;

— ycnocTaB/beHa 61McKa MehyHapoaHa capaghba Ca eKCNePTCKUM KIMHUYKUM U UCTPaXKMBAYKMM
MHCTUTYLMjama.

VIIl. CYBJEKTU O4rOBOPHU 3A CITPOBOBEHE NMPOTPAMA

—  MMWHKUCTApCTBO 34paB/ba U coumjanHe 3awTute Penybanke Cpncke,

— ®oHpg 34paBCcTBEHOr Ocuryparba Penybnunke Cpncke,

— MwuHuUcTapcTBO NpocsjeTe u KynType Penybanke Cpncke,

—  MwuHKUCTapCcTBO Nopoamue, omnaauHe u cnopta Penybnmke Cpricke,

— MuHuctapcteo ¢dmHaHcuja Penybanke Cpncke,

— MuwuHucTapcTBO HayKe n TexHosoruje Penybnmke Cpncke;

— BonHuue, MHCTUTYTK, 3aBOAM U [OMOBM 34paBsba y Penybanuy Cpnckoj;
—  MeanunHckrm dakyntetn y Penyb6amnum Cpnckoj;

— KoopauHaTop 3a pujeTke bonectu

— Komucuja m LleHTap 3a pujeTke 6onectu;

— HeBNaZMHe OpraHusauuje 1 yapyKera naumjeHarta ca pujeTkum bonectuma.
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IX. BYLIET 3A CMTIPOBOBEHE NMPOIrPAMA 3A PUJETKE BOJIECTU

MocmaTpajyhm 3emsbe y OKpyKewy Yy nornegy ¢uHaHcuparba pujeTkux 6onectn, youeHe cy
pPasANYMTOCTM Y NPUHUMNUMA 0be3bjeherba cpeacTaBa 3a pujeTke 6onectn. PasnnumTocT ce orneaay
TOMe Ja HeKe 3emsbe 06e36jehyjy cpepnctsa 3a pujeTke 60MECTM YCMNOCTaB/batbeM PA3NIUYUTUX
¢doHa0Ba 3a pujeTke 6onectn Kao nocebHe HyeTcKke AMHMje Koju ce GMHAHCMPA HA OCHOBY NPUMjeHe
3akoHa o urpama Ha cpehy, nponuca Be3aHMX 3a [yBaHCKe MPOW3BOLE WM/IM MPOMMCA Be3aHMX 33
MOBUNHY TenepoHujy.

Y Penybanum Cpnckoj, obaBe3HMM 34paBCTBEHMM ocuryparbem obyxBaheHa cy npaBa y Besu ca
Nivjedyerbem TELWKUX XPOHWYHWUX 6onectu, y OKBUPY Kojux cy M obosberba nonyT xemoduauje,
umcTnyHe pubpose, GeHUNKETOHYpUje, LLenunjakuje u ap.

OcurypaHunum, Koju 6onyjy og oBux 6onectu, MMajy NpaBo Ha Jinjederbe U Ha HEeONXOoAHEe /InjeKoBe U
To 6e3 nnaharba napTuymMnaumje, c 063Mpom Ha 1o ga PoHa 34paBCTBEHOr ocuryparba Penybnnke
Cprcke TpoLWKoBe HUX0BOT Anjedersa nsiaha y 100 o4CTOTHOM U3HOCY.

Tek HaKoH goHowewa M npumjeHe 11 mehyHapogHe KnacuduKaumje 6onectu, ycrnocTas/bakba
eBMAeHUMje pujeTkux 6onectn, yHanpeherwa paHOr npernosHaBakba W OMjarHOCTUKE PUJETKUX
60N1ecTM, MOXKe Ce OYeKMBaTM pefieBaHTHA NpoljeHa TPOLIKOBa HeonxoAux 3a TpeTMaH PUjeTKux
6onectn y Penybnmum Cprckoj.

Mpema npenopykama CasjeTa EBpone, cMatbetbe TPOLIKOBA 33 Njeyerbe M TPeTMaH noc/beamua u
KOMMAWKaumja pujeTknux 6onectn, Mory ce CMakbUTM LEeHTPann30BakbeM W OCHUBAHEM
MYATUANCLUUNANHAPHMX pedepeHTHMX LleHTapa

MocebaH aKueHaT cTaB/ba Ce Ha AjenatHocTn oBux LleHTapa, Kojuma ce cmakbyjy TPOLIKOBM 3a
pujeTke 6onectn. OBe aKTMBHOCTU Ce NPBEHCTBEHO 04HOCE Ha cnpoBofere Nporpama npeseHuMje
pahara ajeue ca pujeTkum bonecTuma, Kaga 3a oBe 60/1ecTM He NocCToju MoryhHoOCT finjeyersa,
MacOBHe HeoHaTa/iHe CKPUHUHIe 3a pujeTKe 60NeCTM Koje ce MOry YCNjelHo Aujeuntn wu
yCnocTaB/bakbe MHTEH3UBHE U BanCcKe MefhyHapoaHe ekcnepTcKe capagtbe yHyTap Espone.
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