	[bookmark: _Hlk150257943][image: ]
	ПРОГРАМ
ЗА РЕТКЕ БОЛЕСТИ У РЕПУБЛИЦИ СРБИЈИ ЗА ПЕРИОД 2020-2022. ГОДИНЕ
("Сл. гласник РС", бр. 86/2019)





[image: ]

2



[image: ]









[image: ]




[image: ]






[image: ]





[image: ]




[image: ]





[image: ]








[image: ]









[image: ]



[image: ]









[image: ]
image4.png
1.1.1.2 VBohewe OrphaNet H3J3 M3 12021. P®30 0
wndpe y3 MKB10 wudpy LIPB

panu npahemwa peTkux PCK 3a Pb

Bonectn KpO3 31paBCTBEHN

CHCTEM, Kao ¥ NMOBE3HBabE

nnaharba 3/1paBCTBEHNX

yCItyra 0Bako KOAHPaHUX

Gonectn

1.1.1.3 U3pana codreepasza | U3J3 P®30, 1V 2020. Hs3gop 01 r 1802 1.750
perucTpaLujy peTkux M3 1A 0001

BosiecTH — peructap Juua

000J1eIMX 011 PETKHX

Gonectn

1.1.1.4 Uspana nonwca u H3J3 P®30, 12020. HHCy 0
aHanu3a noctojehux M3 notpebHa

perucrapa jiua 06osennx ox JoaaTHa

peTkux GosiecT cpescTBa

1.1.1.5 OGes6ehuparme M3 LIPB, 1V 2020 . P®30 0
JIOIaTHUX JbY/ICKHX pecypca P®30,

y Llentpuma 3a petke M3

Gonecty koju he GuTi
3a/1y’KeHH 32 YHOC NojlaTaka
U 1HX0BA 00yKa
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Mepa 1.1.2: MoGo/bmame 10CTYNHOCTH W KBAJIHTETA IHjaTHOCTHKE PETKHX 60/1eCTH, IPeHATa/IHe AHjarHOCTHKE H HEOHATAIHOT CKPHHHHIA

OpraH oziroBopaH 3a cnpoBohere (koopauHucame cnposoljera) Mepe: M3

TMepuon ciipoohersa: 2020 10 2022. roante

Tun mepe: MHCTUTYLIMOHAITHO YTIPaB/bauko OpraHH3aloHa

JIjarHOCTHKOBAkbE PETKHX G0JIeCTH

aHaM3e

H3Bop duuancupama Mepe

Besa ca nporpamckum Gyuerom

Tokasaresb(1) Ha HHBOY Mepe Jennuuua mepe | U3sop Tlouerna Bpeauoct | basna ronuna Lnbana Linmbana Lumbana

(mokasaresh pesysirara) nposepe BPEIHOCT y BPEHOCT y BPEIHOCT Y
romuuu 2020. romuuu 2021. 2022.

JloHeTe cMepHHLIE 32 METO/Ie 0-ne Tonuuumun He 2019. na

npeHaTajIHe ANjarHOCTHKe KOjiMa ce 1-pa u3sewtaj M3

otkpusajy ypohene Gonectu

Bpoj naboparopuja koje nmajy Pesynrar 10

AKPE/MTOBAHE NIPOLE/yPa 33 Gpoj cnposesiene

Vkynua npouerena puuancujcka cpenctsa y 000 auH.

PenyGuim Cpouju, ananuza
cTama, MIaHApae noTpeda
1 iepuHNCatbe CBUX
JIOCTYMHUX yCiyra
ZmjarHocTuke (Koje nokphea
P®30)

2020. 2021. 2022.

Byuercka cpencrsa
Hasus aktiBHOCTH: Opran koju | Opraun Poxk 3a Hssop Besa ca VKynHa npowemena (PMHAHCHjCKa CPeCcTBa 1o

cnpoBou napTHepH y 3aBpLIETAK (uHaHCHpaBa | MPOrpaMCKu n3Bopnma y 000 uH.

AKTUBHOCT crpoBohery AKTHBHOCTH M Gyuerom 2020. 2021. 2022.

AKTHBHOCTH

1.1.2.1 IMonucusare M3 P®30, 12020. HHCY 0 0 0
nocrojehux naGoparopuja u3J3 notpeGHa
Koje ce GaBe AMjarHOCTHKOM zonatha
perkux Gonectu y cpencrsa
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1.1.2.2 Pasmatpame notpede | M3 HaJIeKHE 12022. HHCY 0 0 0
3a MPOLIHPEHEM PCK, noTtpebHa
HEOHATATHOT CKPMHHUHIA " PCK 3a PB, nozatha
Pa3sBoj CMEpHHLIA 38 METoze P®30 cpeacTsa
npeHaTajHe IHjarHoCTHKE KoMope
KOjHMa ce OTKpHBajy 3/1paBCTBEHH
ypohene Gonectn X paHuKa
naGopatopuje
YApYKema
oGonenux

Mepa 1.1.3: Toansame cBecTH, ynanpeleme 3Hama 0 HHHOPMALHja 0 PeTKHM (0JIeCTHMA H OAPIIKA YAPYKeHeHMa JIHIA ¢a PETKHM (osiecTHMa

Opran onroBopaH 3a cripooljerse (KoopauHHcare cnposoliersa) Mepe: M3

IMepron cniposohema: 2020 no 2022. ronmte ‘l Tun mepe: MHGOpMALIMOHO e/lyKaTHBHA Mepa

Tokasaresb(1) Ha HHBOY Mepe Jenunuua mepe | M3Bop Touerna Bpenxoct | basna ronuna Lumbana Lumbana Lumbana

(mokasaresh pesysirara) nposepe BPENIHOCT BPEMHOCT Y BPENIHOCT Y
roauuu 2020. roxuuu 2021. TOAMHA

2022.

Bpoj ycranosa yuerix y OrphaNet 6poj cajt 7 ycraHoa 2019. 14 ycranosa 20 ycraHosa

6azy OrphaNet

bpoj yapyxema ynernx y OrphaNet Gaze 9 ynpyxema 10 ynpxema 15 ynpxemwa

6azy 6poj
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H3Bop dunaHcHpama Mepe Besa ca nporpamckum Gyuerom Vkynua npouerena puxancujcka cpeacrsay 000 auH.
2020. 2021. 2022.
Tpuxomu u3 Gyuera I 1802 0 500 1.000
1A 0001
I 1802
1A 0012
Hasup akTnBHOCTH: Opran koju | Oprann Pok 3a H3sop Besa ca VikynHa npouerena GrHaHcHjcka CpecTsa no
CMPOBOH napTHEpH Y 3aBpLIETaK (unancupama MpOrpamMCcKH u3Bopuma y 000 auH.
AKTHBHOCT crpoBoljerby AKTHBHOCTH M Gyuerom 2020. 2021. 2022.
AKTHBHOCTH
1.1.3.1 ®opmuparse Tena M3 LPB 12020. HHUCY noTpeGHa 0 0 0
Kkoja he npatuti u PCK 3a Pb JI0/1aTHA CPeNICTBa
KOOPJIMHUPATH P®30
MMIIEMEHTaLH]y 33
Haumonansor nporpama 3a
petke Gonectn
1.1.3.2 Kpeupame cexumje M3 LIPB 12020. 0 0 0
cajra M3 3a perke Gonectn PCK 3a PB
koju he omoryhutn ynorpedy
noprana OrphaNet Cpouja
Mely CBUM MHTEpeCHUM
rpynama
1.1.3.3 U3pana Bonuua no6pe | PCK 3a Pb M3 1V 2022. H3Bop 01 I 1802 0 0 500
KIMHHYKE MPaKce 3a OHe LIPB TIA 0001
petke GostecTn Koje umajy
cBoje MKB10 umdpe
1.1.3.4 MNpunpema u M3 M3,3V LIPB | IV 2022. Gyuer 3Y 0 0 0
cnpoBoljerse enykatmje 1
00yKa 3/1paBCTBEHHX
paIHHKa O PETKHM
Gonectuma u
creurduIHOCTHMA PETKHX
Gonectu
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1.1.3.5. Tlpunpema u M3 LPB 112020.

cnpoBoljere aHkeTe 3a LA PCK 3a Pb

0GOIEITHX Ol PETKUX Vapyxema 3a

GoslecTh 0 npyKeHuM perke

3/IPaBCTBEHUM yCITyrama Bonecrn

(aujarHocTHKa 1 eyerse)

1.1.3.6 Tpy:xame M3 Vapysxewasa | IV 2021. U3eop 01 r 1802 0 500 500
(uHakcHjcke noapuike paty petke TA 0012
1 aKTHBHOCTHMA CaBe3a i Gonectn

YApYKera 05oNenx o1

peTKux GonecTn

Mocedonn uwb 1.2: Yuanpeheno Jeuere, Hera H COUMjaJIHA 3AMTHTA JHIA 000/1€1HX 01 PETKHX GoJ1ecTH

HHctutyumja oaroBopha 3a npahere 1 KoHTposy peanusauuje: M3

Tokasaresb(1) Ha HHBOY mocebHOr | JenuHuua HsBop Touetna basua ronuna Lumana Iumana Lumana

1nsba (ToKa3aTesb HCXOM1a) mepe npoBepe BPEAHOCT BPEHOCT y BPEIHOCT y BPEHOCT y
roausu 2020. roanun 2021. | roaunu 2022.

Bpoj naua 3a KOMKO je Tepanuja nau Perucrap 3a 925 2019. 426

J10CTYNHA HAKOH ﬂl/ljal'HOCTVlKOBa}ba peTke

Gonectu Gonectu

Mepa 1.2.1: Moo bmame 10CTYNHOCTH M KBAJIHTETA Jieuera PeTKHX 0osiecTn — Opranusannja n ynanpeheme pana nenrapa 3a perke 6osectn (LIPB)

OpraH oziroBopaH 3a cnpoBohere (koopanHucame cnposohera) mepe: M3

Tepuon cnposohersa: 2020 1o 2022. roauxe Tun Mepe: UHCTHTYLMOHAIHO yNpaB/bauko OpraHu3alioHa
Tlokasaresb(1) Ha HHBOY Mepe Jennuuua mepe | U3sop Tlouerna Bpennoct | basna ronuua Lnbana Lnbana Linmbana
(mokasatesb pe3y.Tara) npoBepe BPEHOCT y BPEJIHOCT y BPEHOCT y

romuuu 2020. romuuu 2021. TOJMHU
2022.

Bpoj akpenutosannx LIPB 6poj Tomuumu 2019 10
uzsewraj M3
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H3Bop duHaHCHpama Mepe Besa ca nporpavckum Gyuetom VkynHa npouerena punancujcka cpeacrsa y 000 auH.

2020. 2021. 2022.

Byuercka cpeacrsa I 1802
1A 0001

Hasus akTuBHOCTH: Opran koju Oprann Pok 3a H3zeop Besa ca Vkynua npouerwena GrHaHCHjCKa CPEICTBA MO H3BOPHMA.

cnpoBon napTHepH y 3aBpIeTak (unancHpara NPOrpaMCKiM y 000 mn.

AKTHBHOCT cnposohery AKTHBHOCTH Gyuerom

AKTHBHOCTH
2020. 2021. 2022.
1.2.1.1 M3vena akTa Kojum ce M3 1IPB 12020. Hicy 0 0 0
onpeljyjy u gopmupajy ueHtpm PCK 3a PB notpebHa
3a peTke bonectn JofatHa
cpencrea

1.2.1.2 Jlonowene nponuca koju | M3 112021. HHCY 0 0 0
Ce 07IHOCE Ha pa3sMEHy notpeGHa
GHOJIOLIKHX MaTepHjasla, KaKko y JonaTHa
3eMJbH, TAKO H Y HHOCTPAHCTBY cpejicTBa
1.2.1.3 Ananusa notpe6a 3a M3 LIPB 1V 2021. HHCY 0 0 0
npowmpersen LickTapa 3a noTpeGHa
onipeljene Bpete perkux GonecTn JonatHa
Y TIOTIe/ly OMPEMIbEHOCTH, cpenctea
Ka/IPOBCKHX H MPOCTOPHHX
xanauwtera u notpeda LIPB, y3
npahewe EUCERD npenopyka u
y3umajyhu y 063up cneunduure
notpebe nuua obonennx on Pb
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2.1.4 Onpemame LIPB M3 1V 2022. 0 (noTpebHa
HEOMXOIHOM OTPEMOM, KaZpoM cpezcrsa Guhe
H IPOLIMPEH:E NPOCTOPHHX npouereHa
Kanaumrera HAKOH

3aBpiICTKa
AKTHBHOCTH
1.2.1.3)
1.2.1.5 M3pana cmepuuua u PCK 3a Pb M3 1V 2022. Hs3Bop 01 Byuerupano y
NPOTOKOIA Jieyerba 1 npaherba 1P CIa OKBHPY
oBonennx o1 peTkux Gosect KoMope AKTHBHOCTH
31PaBCTBEHHX 1.1.3.3.
pamHmKa,
yapyKera
oGoenux
Mepa 1.2.2: Obesbehusarme i MHOCTH JIEKOBA H MeIMIHHCKNX CPEICTABA 32 peTke osiecTn
Opran oarosopaH 3a cripoBoheme (koopauHHcare cpoBoliersa) mepe: M3
Iepuon cnposohera: 2020 10 2022. roamne ‘Tun Mepe: peryJiaTopHa Mepa
Tloka3atesb(1) Ha HHBOY Mepe Jenununa mepe | Mspop Touerna BpenHoct | basha ronuua Iubana Lubana Lnmana
(nokasaresb pesysirara) nposepe BPEIHOCT y BPEIIHOCT Y BPEIIHOCT y
romun 2020. roannm 2021. TOAMHHA
2022.
Tpownpena Jlncta rexosa, 0-ne M3 He 2019, a
CymnJieMeHaTa 1 MeHLIMHCKO- I-na

TEXHUUKUX TIOMArana 3a petke
Gonecrn
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W3Bop (runancHparsa Mepe

Tpuxonu u3 Gyuera;
®unancujcka nomoh EY

Besa ca nporpavckum GyueTtom

T1I" 1808
T1A 0003

Vkynuxa npoueexa ¢punancujcka cpencrsa y 000 uH.
2020. 2021. | 2022.

2.400.000

Hasue akTuBHOCTH:

Opran Koju
CrIpOBOIH
AKTHBHOCT

Oprauu
napTHepH y
cnpoBoherby
AKTHBHOCTH

Pok 3a
3aBplIeTaK
AKTHBHOCTH

H3Bop
(rHaHCHparba

Besa ca
NporpamMcKH
M Oyuerom

'VKynHa npouemweHa (pUHaHCH]CKa CPeCTBa 110

uzBopuma y 000 auH.

2020.

2021.

2022.

1.2.2.1 Vi3mena
onroBapajyhnx 3akoHcKux
npornuca, kako 6u ce
neduuucana n omoryhuna
ynotpeGe NekoBa BaH
MHIMKALMOHOT MOapyYja

M3

1V 2020.

1.2.2.2 Jleunncame
NIOCEGHHX JTHCTA JIEKOBa,
CynieMeHaTa i MeIMIMHCKO-
TEXHHYKHX MOMarana 3a
perke Gosectn 1 06e3dehere
Oyuerckor GpuHaHCcHparba

M3

PD30 1V 2021.

H3zsop 01

T 1808
1A 0003

2.400.000

2.400.000

2.400.000

1.2.2.3 Usmena npomca
KOjH ce onHoce Ha
MaIHjaTHBHO 30pHHbaBatbe
KaKko 61 00yXBaTHIIN peTke
Gonectn

M3

P®30 1V 2020.
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Mepa 1.2.3: Yk/byunBame J1ua 060.1€.1HX 04 PETKHX 60.1€CTH y CHCTeM COUHjaIHe 3amTHTE
Opran oaroBopaH 3a cnposoljerse (KoopauHHucarmbe cnpoBoljera) mepe: MP3BCIT
Tepuon cnposohema: 2020 10 2022. roauxe Tun Mepe: HCTHTYLIMOHATHO YNIPaBJbauko OpraHH3aloHa
Tokasaresb(1) Ha HHBOY Mepe Jenunnua mepe | M3Bop Touetna Bpeanoct | basna ronuna Lumbana Lumana Lumbana
(mokasatesb pe3ynrara) nposepe BPEHOCT y BPEHOCT y BPEIHOCT y
romuuu 2020. ronunu 2021. TOAMHA
2022.
Bpoj ocoba koje cy octapuie npasa | 6poj Hssewraj 0 2019. 1000 2000 4000
M3 IOMEHa COUMjaTHE 3aLITHTE MO MP3BCIT
OCHOBY pETKE Gonectu
H3zBop (unaHCHpamba Mepe Besa ca nporpamckum GyueTom YkynHa npouerena puHancujcka cpeacrsa y 000 anH.
2020. 2021. 2022.
Ha3zus aktnBHOCTH: Oprat koju | Oprauu Poxk 3a Hs3Bop Besa ca Vkynua npouereHa GpuHaHCcHjcKa CPecTBa 1o
CIPOBOIH HapTHEPH y 3aBpLIETaK (uHaHCHpamwa NPOrpaMcKn n3Bopuma y 000 auH.
AKTHBHOCT cnpoBohjery AKTMBHOCTH M Oyuerom 2020. 2021. 2022.
AKTHBHOCTH
1.2.3.1 Yeknahuare MP3BCII, M3, 1V 2020. 0 0 0
MpOnKca O NPOLIEHH CTeneHa HOPBC,
MHBAIMANTETA Ca
mehyHapoaHom
(byHKUHOHATHOM
KnacH(uKaiujom
1.2.3.2 W3meHe nponuca o MP3BCIT M3, 1V 2020. 0 0 0
pany Tako 1a omoryhe HOPBC,
paBHonpasHuje 1 Ge3denHuje LIPB
ycioBe pajia 3a ocobe ca
PEeTKHM Gonectima
1.2.3.3 Monpuika MP3BCIT LIPB 1V 2022. 0 0 0
3aroCJIEHUM poanTEbUMA je}:u/muue
KOjH HEryjy ere ca peTkoM JloKanHe
Gonewh camoynpase
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HOPBC

1.2.3.4 IMpowmpere MP3BCIT LIPB HOPBC | IV 2022.
TOJIPLIKE POIUTE/bHMA KOjH
He MOTY J1a pazie jep Heryjy
niere ca petkom Gosethy

1.2.3.5 lepuuucame MP3BCIT LIPB 1112021.
MHHUMYMa ycityra HOPBC
COLMjasIHe 3alITHTE Ha
JIOKQJIHOM HUBOY

3HAYEE CKPAREHHUIIA KOJE CE ITIOJABJBYIY YV AKIIMOHOM ITJIAHY

M3 — MuHHCTapCTBO 3/paBjba

IIPB — Llenrap 3a peTke GoecTi

P®30 — Peny6nuuku (poH 3a 31paBCTBEHO OCHUTYpare

PCK 3a PB — PenyGmuka cTpy4Ha KOMHUCH]a 3a peTKe 00ecTu

W3J3 — MHCeTHTYT 32 jaBHO 371paBibe ,,[{p Munan Joanosuh-baryt”

MP3BCII — MunHCTapeTBO 32 paji, 3anolijbaBame, Oopayka 1 COLMjaIHa TUTaba
HOPBC — Haunonaina opranusaija 3a perke 6onectn Cpouje

3V — 3npaBcTBeHe ycTaHOBE
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Jokyment JIT: Iporpam 3a perke Gosectu y Peny6nuim CpOuju 3a nepron 2020-2022. ronuxe

AKUMOHM TaH: Axumonn nia 3a cnposoheme INporpama 3a petke Gonectn y Peny6muuu CpGuju 3a nepron 2020-2022. ronuxe

Koopaunxauuja 1 n3Belutapambe M3

Kposhu nokyment JIT:

Onm unib 1: Yuanpehere 31pa/ba H KBAIHTETa )KHBOTA JIHIA 0001€THX 01 PETKHX GosecTH

HHctutyumja onroBopHa 3a npaheme i KOHTpoJy peanusaiuuje: MHHUCTapCTBO 31paBiba

Tokasaresb (M) Ha HHBOY ONIUTET LMJbA (MOKa3aTesb Jenuuuua | M3Bop npoBepe

edexra) Mepe

TouerHa
BPEHOCT

basna ronuna

Lubana
BPEIHOCT y
MOCIeH0])
roaunn ATl

Mocnenwa

TOJMHA BAXKEHA
AIl

CreneH 3a710B0JbCTBA JMLA OOOJIENNX O/ PETKHX % Ankera

6osecTH 10 NUTakbYy JMjarHOCTHKE U Jieuera

2020.

30
TIPOLEHTHUX
noexa y
ozHocy Ha
NOYeTHY
BpEIHOCT

2022.

Moceonn unb 1.1: Mobo/pmana NpeBeHINja H ANjATHOCTHKA PETKHX GoJiecTH

HucTutynmja onroBopHa 3a npaherse u KoHTpouy peanusaiuje: M3

Tokasaresb(1) Ha HHBOY noce6bHoOr | JenuHmua Hssop Touerna Basua ronquna Lumana Lnbana Lumana

1sba (ToKa3aTesh HCXOMIa) mepe nposepe BPEIHOCT BPEIHOCT y BPEIHOCT y BPEIHOCT y
romnun 2020. roauun 2021. | romunn 2022.

Bpoj Jbynn kojuMa je nocTaB/beHa % H3J3 0 2019. / / 50%

ZIjarHosa y OJHOCY Ha yKynaH 6poj
JbyIIM Koju ¢y y oapeheHoj roanuu
GHIIH Y MOCTYTIKY YCTIOCTaBIbakba
JIMjarHo3e ca CyMH,0M Ha PeTKy
Gonect
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Mepa 1.1.1: YenocraBbame CHCTeMA KOAMPaa H KIacHpHKauuje PeTKHX 601ecTH H GpopMHpa-e PerHcTpa PeTKHX GosiecTH
OpraH oziroBopaH 3a cnposolerse (koopauHucarme cnposoljera) Mepe: M3
Tepuon cnposohema: 2020 10 2022. roauxe I Tun Mepe: MHCTHTYHMOHATHO YNPaBIbayko OPraHU3aLuoHa
Tokasaresb(1) Ha HHBOY Mepe Jennuuua mepe | M3sop Touerna Bpennoct | Basua ronuna Linmbana Lnbana Lnbana
(mokasaresh pesyirara) nposepe BPEIHOCT Y BPEHOCT Y BPENHOCT Y
romuuu 2020. romuuu 2021. 2022.
TOZIMHH
VenocrapsbeH HALMOHANIHU peructap 0-He Tonuumn He 2019. na
eTKHX GostecTH 1-na wu3BeinTaj M3

H3Bop dunaHcupara Mepe Besa ca nporpamckum Gyuetom YKynHa npouewesa punancujcka cpeacrsa y 000 anH.
2021. 2022.
0 0

Byuetcka cpencTsa I 1802 1.750
1A 0001
Ha3zus aktnBHOCTH: Opran koju | Opranu Pok 3a Hs3Bop Besa ca 'VKynHa npouemeHa puHaHCHjCKa CPeICTBa 10
CMPOBOAH napTHEpH y 3aBpLUETaK (unancupamwa MpOrpamMCcKH u3Bopuma y 000 muH.
AKTHBHOCT crpoBoljery AKTHBHOCTH M Oyuerom 2020. 2021. 2022.
AKTUBHOCTH
1.1.1.1 YBoheme M3 M3 1V 2020. / HHUCY 0 0 0
nepuHULIje peTke GosecTH y LPB norpedHa
npaBHe Nponuce 13 odnacTH PCK 3a Pb zonatha
3/1paBCTBa (uHaHcHjck
acpenctsa
(cnpoBozie
3an0CHeHH Y
OKBHpY
PenIoBHIX
akTusHocT) '

! AKTHBHOCT CTPOBOJIE 3a1I0CIEHH Y OKBUPY CBOJHX PEIOBHHX AKTHBHOCTH
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