Jokymenr JIT:

ITporpam 3a petke 6ostectn y Penyonuun Cp6uju 3a nepuon 2020-2022. roguHe

AKIIMOHH IIJIaH:

Axuonu mia 3a cripoBoljeme IIporpama 3a perke 6onectu y PemyOnuiu Cp6uju 3a nepuon 2020-2022. rogune

KoopauHaiyja u u3BeITaBame M3

Kposuu gokyment JIT:

Onmru mwb 1: YHanpel)eme 31paBiba 1 KBATUTETA )KHBOTA JUIA 000J1€IMX 01 PETKUX 601eCTH

WHcturynuja onroBopHa 3a npahieme 1 KOHTpouly peann3anuje: MUHUCTapCTBO 34paBiba

[TokazaTesb (1) Ha HUBOY OIIITET NUJba (TIOKA3aTesb Jenununa W3Bop mposepe ITouetna ba3na ronuHa Muspana Iocnenmwa
edexra) Mmepe BPEIHOCT BPEIHOCT Y TOAMHA BaXKEHha
MOCTICTEHO] AIT
roguau Al
CreneH 3a710BOJBCTBA JIUIA O00JICIHUX O/ PETKHX % AnHkeTta / 2020. 30 2022.
00JIECTH 10 MUTAkLY TUjarHOCTUKE U JICUeHha MPOLIEHTHUX
MOeHA Y
OJIHOCY Ha
MOYETHY
BPEIHOCT
U 1ub 1.1: IloGo/b1aHa peBeHIMja M JUjarHOCTHKA PETKUX 00JecTH
Huctutynuja ogropopHa 3a npalieme 1 KOHTpOIy peanusaiyje: M3
[Toxa3zatesb(1) Ha HUBOY moceOHOr | JenuHuMIa H3Bop IToueTna ba3na ronuna [Murpana IMnspana IMnspana
usba (IOKa3aTesb UCX0/a) Mepe IpoBepe BPEIHOCT BPEIHOCT Y BPEIHOCT Y BPEIHOCT Y
roxuau 2020. roamam 2021. roguan 2022.
Bpoj jpynu KojuMa je mocTaBibeHA % n3J3 0 2019. / / 50%

IMjarHO3a y OTHOCY Ha YKYyTIaH Opoj
JbYH KOjH €y y oapeheHoj romquHu
OWIN y TIOCTYIIKY YCIIOCTaBJbarha
ZIMjarHO3€e ca CyMbOM Ha PETKY
Gonect

Mepa 1.1.1: YenocraB/bame cHCTEMA KOAHPamba U KJIacHpUKanuje peTKHX 00/1ecTH H (popMHpame perucTpa peTKuX 60J1ecTH

OpraHs oAroBopaH 3a cpoBoljeme (KoopauHNCamke crpoBolema) mepe: M3

[Tepuon cipoBolema: 2020 mo 2022. ronuHe

| Tun mepe: THCTUTYIIMOHAIHO yIIpaB/hauyko OpraHU3alloHa




[Toxa3zaTesb(1) Ha HUBOY Mepe Jenununa mepe | U3Bop ITouerna BpegHoct | ba3na roguna Iupana Iupana Iupana
(moxasaresb pe3ynTara) IIpoBepe BPEIHOCT Y BPEIHOCT Y BPEIHOCT Y
roamau 2020. rognan 2021. 2022.
TOAVHH
YcnocTaBibeH HAIMOHAIHA PETHCTap 0-me lNognmmsu HE 2019. Ia
PETKHX OOJIeCTH 1-ma n3pemTa] M3
W3zBop ¢puHAHCHpama Mepe Besa ca mporpamckum OyrieToMm YkynHa nponemeHa puHaHcHjcka cpeactsa y 000 guH.
2020. 2021. 2022.
bynercka cpencrsa I1I" 1802 1.750 0 0
ITA 0001
Ha3zus akTuBHOCTH: Opran koju | Opranu Pok 3a H3zBop Besa ca VYxymnHa npouemeHa (puHaHCHjCKa CPEICTBA 10
CIPOBOIU MIAPTHEPH Y 3aBpIIETaK (uHAHCHpamba MIPOTPAMCKH n3Boprma y 000 auH.
aKTHBHOCT cnpoBohemy aKTHBHOCTH M OyrieTom 2020. 2021. 2022.
AKTHBHOCTH

1.1.1.1 YBoheme IV 2020. / HUCY 0 0 0
neUHALIje peTKe 00JIECTH Y moTpeOHa
IIpaBHE MpOIHUCce U3 001aCTH PB J0aTHa
37IpaBCTBa ¢uHAHCH]CK

a cpeacTa

(ctipoBozie

3aI0CIICHH Y

OKBHPY

peloBHUX

AKTHBHOCT)
1.1.1.2 YBohewe OrphaNet 12021. P®30 0 0 0
umdpe y3 MKB10 mmdpy
panu mpahema peTKux PB
0oJiecTH KpO3 3/IpaBCTBEHU
CHCTEM, Kao ¥ OBE3UBAE
ruiahama 3paBCTBEHUX
ycIIyra OBako KOJMpaHuX
Gonectn

! AKTUBHOCT CIIPOBO/IE 3aIIOCIEHU Y OKBUPY CBOJUX PEIOBHUX aKTHBHOCTH




1.1.1.3 Uspana codpreepasza | 313 IV 2020. Hszeop 01 I1I" 1802 1.750 0 0
pETUCTpAIH]jy peTKUX M3 ITA 0001
0oJiecT — perucrap Jmia
000J1eTUX O PETKUX
6onectn
1.1.1.4 N3pana monmca u Hn3J3 12020. HUCY 0 0 0
aHaJM3a MOoCcTojehnx M3 moTrpeOHa
perucrapa auia o00JIeInX 01 JofaTHA
PETKHUX OoJecTH cpezncTBa
1.1.1.5 OGe36ehuBame M3 IV 2020 . P®30 0 0 0
JIOJIATHUX JbYJICKHX pecypca
y Llentpuma 3a petke M3
6onectu koju he outn
3aJy>K€HH 32 YHOC MoJiaTaKa
U BbHXO0Ba 00yKa
Mepa 1.1.2: [To6o/bI1am€ JOCTYMHOCTH H KBAJHUTETA TUjarHOCTHKE PEeTKUX 00JIeCTH, MPEHATAJIHE JUjaTHOCTHKE U HEOHATAJTHOI CKPHHUHTA
Opral oAroBopaH 3a crpoBoleme (KoOpaAHHUCAkE ClipoBohema) Mepe: M3
[Tepron cnpoBohema: 2020 mo 2022. ronuHe Tun mepe: THCTUTYITMOHAIHO YIIPaB/hadyKo OpraHU3alOHA
[Tokazatess(n) Ha HUBOY Mepe Jenununa mepe | U3Bop ITouerna BpenHoct | ba3zna roguna Mupana Mupana Mupana
(Tokazaresb pesynTara) IIpoBepe BPEIHOCT Y BPEIHOCT Y BPEIHOCT Y
roguau 2020. roguau 2021. 2022.
JloHere cMepHHULIE 32 METOJIE 0-ne Togummu HE 2019. na
IpeHaTallHe AUjarHOCTHKE KOjuMa ce l-na n3Bemraj M3
OTKpHBajy ypohene Gonectu
Bbpoj nabopatopuja koje umajy Pesynrar 0 2019. 10
aKpeJIMTOBaHe MpoLeaypa 3a 6poj CIIpOBE/ICHE
JIMjarHOCTUKOBAhE PETKUX 00JIeCTH aHaIM3e
U3Bop ¢huHaHCHpama Mepe Besa ca mporpamckum OyrieToM YkynHa npornewmeHa puHaHcHujcka cpeactsa y 000 auH.
2020. 2021. 2022.

Bbynercka cpencrsa




Hasus akTtuBHOCTH: Opran koju | Opranu Poxk 3a U3Bop Beza ca VYkynHa nporemeHa (GUHAHCH]CKa CPEACTBA 10
CIIPOBOIH MapTHEPH Yy 3aBpIIETaK (buHaHCHpamba MPOTPAMCKH u3Bopuma y 000 nuH.
aKTHUBHOCT crpoBohemy aKTUBHOCTH M OyIieTom 2020. 2021. 2022.
AKTUBHOCTH

1.1.2.1 ITonucuBame M3 12020. HHCY 0 0 0

mocrojehux nmadopatopuja moTpeOHa

Koje ce 0aBe AMjarHOCTHKOM JloJlaTHa

peTkux bonecta y cpenacTBa

Peny6mum CpOuju, ananmsza

CTama,UIaHupake MoTpeda u

Je(UHHUCAEHE CBUX

JIOCTYITHUX yCIyTra

JIjarHOCTHUKE (KOje MTOKpUBa

P®30)

1.1.2.2 Pasmarpame motpebe | M3 e PCK, 12022. HHCY 0 0 0

33 MPOIIUPCHEM PCK 3a PB, nmoTpeOHa

HEOHATaJTHOT CKPUHUHTA U P®30 JojaTHa

pa3Boj CMEpHHIIA 32 METOJIE 3/IPAaBCTBEHHUX cpexacTBa

NpeHaTallHe I1jarHOCTHKE paJHMKa

KOjHMa ce OTKpHUBajy Fopuje

ypoheHe Gonectn yapyKema

oboyenux

Mepa 1.1.3: Iloguzame cBecTd, yHanpeheme 3Hamba 1 HHPpOpManHja 0 peTKUM 00JIeCTHMA U MOAPINKA YAPYKEHenMa JIMIA €a PpeTKUM 0o1ecTHMAa

Opras oAroBopaH 3a crpoBoleme (KoOpAHHUCAkE ClipoBohema) Mepe: M3

[Tepron cnpoBohema: 2020 mo 2022. ronuHe Tun mepe: MHbOpMaIOHO eayKaTHBHA Mepa

[Toka3zaTesb(1) HA HUBOY Mepe Jenununa mepe | MzBop ITouerna Bpennoct | bazna roguna ubana [usbana uibana

(Tokazaresb pesynTara) IIpoBepe BPEIHOCT Y BPEIHOCT Y BPEIHOCT Y

roguau 2020. roguau 2021. TOAVHU

2022.

Bpoj ycranoBa yHeTux y 6poj cajr 7 ycTaHOBa 2019. 14 ycranoBa 20 ycraHOBa

OrphaNet 6a3y OrphaNet

Bpoj yapyKera YHeTHX Y oo 6aze 9 yapxema 10 ynpxema 15 ynpxema

POJ

OrphaNet 6a3y




W3Bop dpuHanCcHpama Mepe

Besa ca mporpamckum OyrieToM

YkynHa nponemeHa puHaHcHjcka cpeactsa y 000 auH.

2020. 2021. 2022.
[Ipuxomau u3 Oyiiera IT" 1802 0 500 1.000
ITA 0001
I1I" 1802
ITA 0012
Hasus akTtuBHOCTH: Opran koju | Opranu Poxk 3a U3Bop Beza ca VYkynHa nporemeHa (GUHAHCH]CKa CPEACTBA T10
CIIPOBOIH MapTHEPH Yy 3aBpIIETaK (buHaHCHpaba MPOTPAMCKH u3Bopuma y 000 nuH.
aKTUBHOCT crpoBohemy aKTUBHOCTH M OyIieTom 2020. 2021. 2022.
AKTUBHOCTHU
1.1.3.1 ®opmupame Tena 12020. HHUCY TIOTpeOHa 0 0 0
koja he npatut u PB JIo/IaTHA CPEJICTBA
KOOPAVHUPATH
MMILJIEMEHTAIIH]y
Hauuonanuor nporpama 3a
peTke 6onectu
1.1.3.2 Kpeupame cexnuje 12020. 0 0 0
cajta M3 3a perke bomectn PB
koju he omohutu ynorpely
noptana OrphaNet Cpouja
Mel)y CBUM HHTEPECHHM
rpynama
1.1.3.3 U3spana Boauya nodpe |(Pb IV 2022. N3Bop 01 TII" 1802 0 0 500
KITMHAYKE TIpaKce 3a OHe ITA 0001
peTKe 6oJecTH Koje uMajy
cBoje MKB10 mmdpe
1.1.3.4 IIpunpema u M3 M3, 3y IV 2022. Oyuer 3V 0 0 0
crpoBol)eme enyKanmje u 1IPB
00yKa 37paBCTBEHUX
pamHKUKa O PETKUM
6onectuma u
crneuupUIHOCTUMA PETKUX
OonecTn




1.1.3.5. Ilpunpema u M3 IT 2020.
CITpOBOhee aHKETE 3a JINIA PB
0001enX 01 PETKHX b1ba 32 PETKE
00JIeCTH O MPY>KEHUM GomeCTH
3[IpaBCTBEHHUM yCIyrama
(IMjaITHOCTHKA U JICUCHHE)
1.1.3.6 Tlpyxame M3 PEA 32 PETKE IV 2021. N3Bop 01 I1I" 1802 0 500 500
(UHAHCHjCKE TTOPIIKE Pamy GOoJIeCTH IIA 0012
1 aKTHBHOCTHMA CaBe3a U
yApyXKema 000JenX 0
PETKHX OOJIeCTH
U 1wb 1.2: YHanpelheHo Jieueme, Hera U COLMjaaTHa 3alITHTA JIMIA 000JIeJIMX O] PEeTKUX 00J1eCTH
Huctutynuja oaropopHa 3a npahieme u KOHTPOIy peanu3aije: M3
[Toxa3zatess(1) Ha HUBOY MOCEOHOT Jenununa U3Bop IloueTHa bazna roguna [umana [upana [upana
nusba (OKa3aTesb UCX0/a) Mepe poBepe BpPEITHOCT BPEIHOCT Y BPEIHOCT Y BPEIHOCT Y
rogunau 2020. roaunau 2021. roauau 2022.
Bpoj nana 3a xommKo je Tepamuja JaH Perucrap 3a 925 2019. 426
JOCTYITHA HAKOH JIFjarHOCTHKOBAaka peTke
OosecTn OonecTn
Mepa 1.2.1: [To6o/bI1ame JOCTYMHOCTH H KBAJUTETA JieUeha PeTKHX 0oJiecTn - Opranu3anuja u ynanpeheme pajga nenrapa 3a perke 6osectu (IIPB)
Opras oAroBopaH 3a crpoBoleme (KoOpAHHUCAkE ClipoBohema) Mepe: M3
[Tepron cnpoBohema: 2020 mo 2022. ronuHe Tun mepe: THCTUTYITMOHAIHO YIIPaB/hadyKo OpraHU3alOHA
[Toka3zaTesb(1) HA HUBOY Mepe Jenununa mepe | MzBop ITouerna Bpennoct | bazna roguna ubana [usbana uibana
(Toxa3aTesb pe3yaTara) IIpoBepe BPEIHOCT Y BPEIHOCT Y BPEIHOCT Y
roguau 2020. roguau 2021. TOAVHU
2022.
Bpoj akpenuroBanux L[Pb 6poj lNogummsu 5 2019. 10
u3Bemraj M3
U3Bop ¢huHaHCHpama Mepe Besa ca mporpamckum OyrieToM YkynHa nponeweHa puHaHcHjcka cpeactsa y 000 auH.
2020. 2021. 2022.

Bbynercka cpencrsa

II" 1802




| T1A 0001

HazuB akTBHOCTH: Opras koju | Opranu Poxk 3a H3zBop Besa ca YkynHa nponemeHa (YUHAHCH]CKa CPEACTBA 110
CIIPOBOJIU mapTHEpH y 3aBpIIETaK (buHaHCHpamba MPOTPAMCKH n3opuma y 000 nuH.
AKTUBHOCT CIpoBohemy AKTUBHOCTH M OynieTom
AKTHBHOCTH
2020. 2021. 2022.

1.2.1.1 "3mena akra xojum ce | M3 12020. HUCY 0 0 0
onpelyjy u popmupajy Pb morpedHa
LIEHTPH 3a peTke OoecTn JofaTHa

cpeacTBa
1.2.1.2 onomeme npomuca | M3 I12021. HHCY 0 0 0
KOjH ce OJTHOCE Ha pa3MeHy norpebHa
OMOJIOIIKNX MaTepujajia, Kako J0faTHA
y 3€MJbH, TaKO U y cpexacTBa
HWHOCTPAHCTBY
1.2.1.3 Ananusa notpebasa | M3 LIPb IV 2021. HUCY 0 0 0
npomupewmeM LlenTapa 3a norpebHa
onpeleHe BpcTe peTKUX AojaTHa
00JIeCTH y TIOTIIE Y CpeacTaa
OTIPEMJBEHOCTH, KaJ{POBCKHUX
U IPOCTOPHMX KananuTera u
motpeba [[PB, y3 mpaheme
EUCERD npenopyxka u
y3umajyhu y 003up
crenuduyHe oTpede TUIa
obonenmux ox Pb
1.2.1.4 Onpemame [1Pb M3 1V 2022. 0 (motpebHa
HEONXOJJHOM OIIPEMOM, cpexactBa 6uhe
KaJpOM U TPOIINPEHE MpOLEHECHA
MIPOCTOPHUX KaraureTa HaKOH

3aBpIIeTKa




AKTUBHOCTH
1.2.1.3)

1.2.1.5 U3pana cmepauniau ~ |Pb IV 2022. Uzpop 01 Bynperupano
MIPOTOKOJIA JICUCHa 1 CJig Y OKBHPY
npahema obonennx o KOMOpe aKTUBHOCTH
PETKHUX bosecTu 3ApaBCTBEHUX 1.1.3.3.

panHuKa,

YApYXKCHa

obomenux
Mepa 1.2.2: O6e30ehuBame J0CTYIHOCTH JIEKOBA U MeJHIIMHCKUX CPe/ICTaBa 3a peTke 00JieCTH
OpraH oAroBopaH 3a crpoBoleme (KOOpAUHUCAkE ClIpoBohema) Mepe: M3
[Tepron cnpoBohema: 2020 mo 2022. ronuHe Tum Mepe: perynaropHa Mepa
[Toka3zaTesb(1) HA HUBOY Mepe Jenununa mepe | MzBop ITouerna Bpennoct | basna roguna ubana [usbana uibana
(Toka3aTesb pe3yaTara) MpoBepe BPEIHOCT Y BPEIHOCT Y BPEIHOCT Y

roguau 2020. roguau 2021. TOAVHU
2022.

IIpomupena Jlucra nekosa, 0-ne M3 HE 2019. Ja
CyIJieMeHaTa U 1-na
MEIMIUHCKO-TEXHUYKHX IToMarasa
3a peTke OoyIecTH

W3zBop dpuHaHCHpama Mepe

Besa ca mporpamckum OyiieToM

YkymnHa npouemeHa puHaHcujcka cpencrsa y 000 auH.

2020. 2021. 2022.
[Mpuxomu u3 Oyyera; II" 1808 2.400.000
®unancujcka nomoh EY ITA 0003
Hasus akTtuBHOCTH: Opran koju | Opranu Pok 3a U3Bop Beza ca VYkynHa nporemeHa (GUHAHCH]CKa CPEICTBA 10
CIPOBOJIU MapTHEepH y 3aBpIleTaK ¢dbuHaHCHpamba IIPOrPaMCKH n3BopuMa y 000 nuH.
aKTUBHOCT crpoBohemy aKTUBHOCTH M OyIieTom 2020. 2021. 2022.

AKTUBHOCTH




1.2.2.1 N3mena oarosapajyhux
3aKOHCKHX TPOITKCa, Kako Ou ce
neduHUCcaIa ¥ oMoryhuia
yrotpebe JeKoBa BaH
WHIUKAIMOHOT MoJpyYja

M3

IV 2020.

1.2.2.2 Jledpunucame moceOHUX
JIMCTA JIEKOBA, CyIJIeMeHaTa 1
MCEIUITMHCKO-TCXHUYKUX
romarajia 3a peTke 0oiecTu u
00e36eheme OyyeTckor
¢drHaHCHpamba

M3

P®30

IV 2021.

Uzsop 01

II" 1808
ITA 0003

2.400.000

2.400.000

2.400.000

1.2.2.3 M3mena npomuca Koju ce
OJTHOCE Ha MaJIijaTHBHO
30pumbaBame Kako ou
00yXBaTHIIM peTKe 00IecTH

M3

P®30

IV 2020.

Mepa 1.2.3: YK/byuHBame JULA 000J1€JIMX 0]1 PeTKHX 00JIeCTH Y CHCTEM COIMjasIHe 3alTHTe

OpraHn oAroBopas 3a cnposoljeme (koopauHucame cnposolhema) mepe: MP3BCIIT

[Tepuon cipoBolema: 2020 mo 2022. ronuHe

Tun mepe: MTHCTUTYITMOHATTHO yIPaBJbauyKo OpTaHU3aIoHa

[Toxa3zatess(1) Ha HUBOY Mepe
(ToxazaTespb pe3yuTara)

Jenununa mepe

U3Bop
IIpoBepe

IToyetHa BpegHOCT

ba3na roguna

umpana
BPEIHOCT Y
rogunau 2020.

[upana
BPEIHOCT Y
roauau 2021.

[umpana
BPEIHOCT Y
TOJMHA
2022.

Bpoj ocoba koje cy ocTBapuie
npaBa 13 JOMeHa COLUjaHe
3aIITUTE MO0 OCHOBY PETKE
Ooectu

Opoj

UzBemiraj
MP3BCIT

2019.

1000

2000

4000

W3Bop dpuHanCcHpama Mepe

Besa ca mporpaMmckum OyrieToM

VYkymHa nponewkeHa GuHancujcka cpeactsa y 000 auH.

2020.

2021.

2022.

Ha3zuB akTuBHOCTH:

OpraH Koju
CIPOBOJIU
AKTHBHOCT

Opranu
MapTHEPH Y

Pok 3a
3aBpIIETaK
aKTUBHOCTH

W3zBop
(uHaHCHpamba

Be3sa ca
MPOTPAMCKH
M OylieToM

YkynHa nporemeHa (PUHAHCH]CKa CPEACTBA TI0
n3BopuMa y 000 nuH.

2020.

2021.

2022.




crpoBohemy
AKTHBHOCTH

1.2.3.1 Ycknahusame mponmca o
NPOLICHH CTEIIeHa NHBAIMUTETa
ca melyHapogHOM
(YHKIIMOHATTHOM
KIacupukanmjom

MP3BCI]I,

IV 2020.

1.2.3.2 M3mene npomuca o paay
Tako ga omoryhe
paBHOIpaBHHUje U Oe30eaHMU]e
yCJIOBE paja 3a 0code ca peTKUM
OonecTuma

MP3BCII

E)

1IPB

IV 2020.

1.2.3.3 Tloapmika 3amocieHumM
poauTesbuMa KOju HeTyjy JeTe
ca peTkoM 6Oosrerthy

CTT

[HHLIE
JIOKaJTHE
camoyIipaBe
HOPEC

IV 2022.

1.2.3.4 TIlpommpemse moapIIke
poxuTesbUMa KOjU He MOTy J1a
paze jep HeTyjy IeTe ca peTKOM
6omnemhy

DPBC

IV 2022.

1.2.3.5 JlepuHncame MUHUMyMa
yCIIyra COIMjaJTHe 3alITUTE Ha
JIOKAJTHOM HHUBOY

11 2021.

3HAUYEE CKPAREHUIIA KOJE CE IIOJABJBYJY V AKIITMOHOM ITJIAHY

M3-MuHHICTapCTBO 3/1paBIba
LPb-LlenTap 3a perke Oonectu

P®30-Peny6muuku (o 32 3APaBCTBEHO OCHTYPAHE

PCK 3a Pb-Peny6nmuka ctpy4na KoMuCHja 3a peTke 00JIecTH

N3J3 -UnctutyT 32 jaBHo 31paBibe ~Ap Munan JoBanoBuh-baryt”
MP3ECII-MuH#CcTapCcTBO 32 paj, 3alolubaBambe, 0opauka 1 COLMjalHA THTAmba
HOPBC-Hauuonanan opranusaija 3a petke 6onectu Cpouje

3V- 3npaBcTBeHE yCTaHOBE




