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MHO®OPMUCAHU NPUCTAHAK NALUMUIEHTA
3a YHOC K/IMHUYKKX NodaTtaka y pernctap Mamonatcke nayhHe ¢pmnbpose (EMPIRE)

CywTuHa u cBpxa peructpa Mauonarcke nayhHe ¢pubpose - European MultiPartner IPF Registry

Pernctap EMPIRE (European MultiPartner IPF REgistry) je HacTao 2014. roanHe Ha ocHoBYy 6a3e noaaTaka
peructpa IPF (og 2012. roguHe) Kao HeuHTepBeHTHa mehyHapoAHa, MyATUUEHTpPMYHa 6a3a nopartaka
nauujeHarta ca gujarHosom mauonatcke nayhHe ¢ubpose (gasme y Tekcty: IPF) y LleHTpanHoj U UCTOYHO]
Esponu (CEE). Lu/b peructpa je pasmaTtparbe MHUMAEHUMje, NpeBaneHuMje U MopTaanTeTa nauujeHaTta ca
nanonatckom nayhHom ¢mbposom y nogpydjy Cpearbe u WctouHe EBpone u ytBphMBarbe OCHOBHUX
KapaKTepucTUKa nauunjeHaTa ca OBOM AuMjarHosom. BpeaHu nogaum Koju ce npaTe y OKBMPY perncrpa cy
nHpopmauuje o neyerby NaumjeHaTa y oapeheHom pernoHy.

Peructap EMPIRE Boan Macapukos yHusepauTteT (Masarykova univerzita, agpeca ceguwTa: Zerotinovo nam.
617/9, 601 77 Brno MbB: 00216224) noa, NoKpPoBUTE/bCTBOM YeLKor MHEeYMOIOWKOT U GTU3E0IOLIKOr APYLUTBA
Y/C JEN. Perncrtap cayu 3a npahewe pesyntata AWjarHOCTUYKUX npersiena, MHGopmaumja o fedyery U
KOHTMHYMpPaHUX MHbOPMaLMja O 34paBCTBEHOM CTakby MaumjeHaTta ca mauonatckom nayhHom ¢ubposom.
CBpxa perncrTpa je ga ce ca)kme HayyHa npoueHa nojaTaka BenuKe CKyNWHe nauujeHata ca MaMonaTcKom
nnyhHom ¢nbposom. CBpxa pernctpa je Aa ce NpuKynu WTo je moryhe Bule nogaTtaka o nevery ngmonatcke
nayhHe ¢punbpose 3a geTasbHy HayyHy aHanM3y nogaTaka.

Mofaun cafpKaHu y Pernctpy cy BP/AO BaKHM M MOTYy Ce KOPWUCTUTU 33 perpyToBarbe naumjeHaTa 3a HOBa
KAMHWMYKa MCNWUTMBAHba MOBe3aHa ca siedersem IPF. MogaTke mory HakHaZHO KOPUCTUTM M dapmaueyTcKe
KOMNaHuje U 3apaBcTBeHe ycTaHoBe. [ocneatbe, aAn He W HajMarbe BaXKHO, Y OKBUPY Peructpa ce mory
CNPOBOAMTM U T3B. CTyAMje MOKPEHYTe 04 CTPaHe MUCTpaXkmBaya (nekapa) Koje npencTas/bajy jeAnHCTBEHY
nnatdopmy 3a KNIMHUYKA UCTPAXKMBakba oBe bosiecTu.

MpumapaH /b UcTpaxkmsamwa

. MpoueHa MHUUAEeHUMje, NpeBaneHuUmje U1 MopTanauTeTa (asoroguiwirser n yKkynHor) IPFy Cpearboj u
NcTouHoj EBponu

CeKyHAapaH Lu/b UCTPaXKMBaka:

o Onunc 0OCHOBHMX KapaKTepUCTMKa (HMp. CTapocT, nos, pakTopu pusmnKa u cn.) naunjeHara ca IPF
TepuujapHU LU/bEBU UCTPAXKMUBAHA:

. Onuc peanHe KnnMHUYKe npakce Kog IPF y 3emmbama cyamonmuuma y Cpeamnoj n NctouHoj Esponu:
. [OunjarHocTtnukm anropmtam

. HaunH nevyera M MmeHalLIMeHT NauujeHaTa ca IPF

. PesynTtaTu neyerba (0AroBop Ha Tepanujy, YKyrnHO NpexXuB/baBatbe) U KBAJIUTET KUBOTA

. Kopuwhere n3sopa

o YtBphuBare 6poja naumjeHaTa NOrogHMX 3a CyAen0Bake Y KAMHUYKMM CTyanjama.

Oncer NpuKyn/baHUX NogaTtaka u Bpeme Tpajatba obpage

Peructap npetnoctas/ba NPUKYM/batbe KAMHUYKMX NOAATaKa M3 34paBCTBEHE AOKyMeHTauuje Kojy BoAM
AaBanal, 34paBCTBEHMX ycayra y Be3u ca WMawonatckom nayhHom o¢ubposom. [asbe, y pernctpy cy
€BUAEHTMPAHU M APYTM NOAaLM NojeANHUX MaLumjeHaTa: NoJ, TeslecHa BUCUHA, TesecHa Mmaca, Mecel, U roaAnHa
pohera, paca, 3aBog, 3a 34PaBCTBEHO OCUTYpPakbe U MMe NleKapa.

EBeHTyanHW pesyntatu npojekta buhe objaB/beHM camo Kao 36MpPHM NofaLm BesMKe CKynuMHe nauujeHara.
KoHKpeTHe MHbopmaumje 0 NojeAnHUM NauujeHTMMa ce He 06jaBsbyjy. MaeHTUTeT naumjeHTa Hehe HMKaga
61TK 06jaB/bEH HUTK NpeaaT Tpehnm AMUMMa M3BAH MHCTUTYLUMje AaBaoLA 34paBCTBEHUX YCAyra.
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Paau ce o0 Ayropo4yHOM PeTpoCrneKTMBHOM pernctpy. 3a ouekmBaTtu je ga he npukynsbarbe v 06paga nogartaka
TPajaT HEKOAMKO AeceTMHa roguHa. TayaH gaTym 3aBplUeTKa NPUKyN/bakba Nnogataka ce TPEHYTHO He MOXKe
npeasuaet. NMogaum Koju Buwe He byay peneBaHTHW 3a UCTpaXkuBake, buhe obpucaHm 6e3 HenoTpebHor
ognararba. Mogaum ocTajy noxparbeHu y pernctpy 6e3 npomeHe Tokom 15 roguHa og AaTyma 3aBplLUeTKa
pernctpa. K/byd 3a naeHTMOUKaLMjy KOHKPETHUX NauMjeHaTa AaBanal, 34paBCcTBEHMX ycayra he YHUWTUTKU y
POKY 04 jeAHe rogMHe o4 AaTymMa 3aBplUEeTKa perncrpa.

FapaHuuMje 3aWTMUTE NpaBa NaumnjeHTa

Y OKBMpY NpUKyN/batba NogaTaka y perncrap He ob6as/bajy Ce€ HUKAKBU AOAATHU IeKAapCKU Npernean v He
KOPWCTE Ce HMKAKBM HOBW HETECTUPaHW SIeKOBU. PETPOCNEeKTMBHO NpPUKYN/batbe NogaTaka O TOKY feyerba
naunjeHTa HMKaKOo He yTUYE Ha HauMH HEroBOr leyersa.

MpUCTYN eNeKTPOHCKOM CUMCTEMY je orpaHuyeH n omoryheH je camo ynpasutesby nogartaka, a y orpaHM4YeHoj
Mepu 1 NeKkapy y OKBUpy yHoca obpafhmsaHmx nogaTtaka M TO Ha OCHOBY A04e/beHMX NpaBa NpucTtyna.

Moaaum ce o6pahyjy camo Ha OCHOBY carnacHOCTV nauujeHTa 3a o6paay Herosmx nogartaka.
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MpuctaHak nauujeHTa Ha 06pagy IMUHKUX NogaTaKa

Perncrap cagpm UCK/bYYMBO PaHAOMM30BAHE M aHOHMMM3OBHE NOAATKE KOju Cy Ha oarosapajyhu HauuH
3awTunheHn og, 3noynoTpebe. Mogaum o TOKY Aeyerba ce HMKaaa He obpahyjy 6e3 npuctaHka nauujeHTa. 36or
Tora Bac monMmo 3a Baw nucaHy NpucTaHak 3a NpuKyn/bakbe 1 06pady rope HaBegeHMX Nogataka o Bawem
Neyerby, a y CBPXe UCTParkMBarba. MNpuUcTaHak je gobpososbaH. Oabujatbe NPUCTaHKa He yTUMUYE Ha NpyKarbe
34paBCcTBEHE Here y 6yayhHocTu. CBOj NpUCTaHaK MoXKeTe ono3BaTh y 6M0 KojeM TpeHyTKy 6e3 HaBohetrba
pasnora. Y TakBOM c/yyajy, nogaum he 6utn obpucaHn us perucrpa.

Csojum notnucom noTtephyjeTe ga cTe carnacHW fa Baw paBanaly, 34paBcTBEHMX ycayra (34paBcTBeHa
YCTaHOBA) MMa NPaBo [a YHece pesieBaHTHE NoAaTKe 0 TOKY Baller neverba y ueHTpanHu peructap Mgmonatcke
nnyhHe ¢unbpose EMPIRE, Te ga MacapkoB yHMBEpP3UTET MOXKe Aa/be obpahmBaTu oBe NogaTke y CBpxXe
uctpaxusamwa WMauwonaTtcke nnyhHe ¢ubpose. MacapuKoB yHMBEP3UTET je ynpaBuTe/b CBMX MoAaTaka y
pernctpy. Bawwn nogaum Hehe 6utn npegatm Tpehmum anumuma.

Macap1KoB yHMBEP3UTET U AaBaOLLM 34PaBCTBEHMX YCAyra NOLWTYjy CTPpOra NpaBmnaa 3alITUTE IMYHMX NOAaTakKa
(y Yewkoj Penybanum y cknagy ca ogpenbama 3akoHa 6p. 110/2019 36uMpKe 4YellKMX 3aKOoHa, 3aKOHa O
3alWITUTU INYHKUX NoJaTaka M oapeabama OnwTe ypeabe o 3aWITUTU INYHUX NodaTaKka - GDPR).

Mopaum o neverby NaumjeHTa npepajy ce MacapmkoBom yHuBep3uTeTy 6e3 naeHTMPUKALMOHMX NoJaTaKa
nauujeHTa, camo nog Wwudpom Kojy MacapuKoB YyHUBEP3UTET He MoXe adewndposatu. MNaymjeHTa moxke y
N3y3eTHMM C/ly4YajeBMMa UaeHTUPUKOBATU [aBanal, 34PaBCTBEHUX yCayra. TO MOXKe YYMHUTU CamMo Kada To
3axTeBa CUTYPHOCT NauunjeHTa. MehyTum, HM y OBUM ciydajeBMMA, NAEHTUPUKALMOHM Nogaum naumjeHTa Hehe
HaNyCTUTW NPOCTOP 34paBCTBEHE ycTaHOBE M MacapuKos yHMBep3nuTeT Hehe mohu aa oTKpuje wudposaHu
MOEHTUTET NauujeHTa.

WndpoBarbe MAeHTMTETA He yTMye Ha moryhHOCT AgaBaoua 34paBCTBEHMX ycayra fAa BOAM 340aBCTBEHY
AOKymeHTaumjy 1 aa Bam npysKa 3gpascteeHy Hery. O6bpaga nogataka y Pernctpy Bam He cTBapa HMKaKBy
obaBesy M He Moxe Bam npoyspokosaTh wreTy. MNogaumn u3 6ase nogaTtaka Hehe ce KOpUCTUTK 33 Hyhere
6un0 KakBMX Npomssoda mam ycayra. C 063Mpom Ha UMbeHWUY A3 ce pagu O AYropoYHOM MPUKYMN/bakby
nofaTtaka y CTaTUCTMUKe cBpxe, Huje moryhe npeaBuaeTv Koavko ayro he npuKyn/beHW nogauu 6utu
apxuBupaHun n obpahmeaHn y pernctpy. CBu nogaum ce 6puLly HakoH NpecTaHKa CBPXe 3a KOjy Cy MPUKYMN/bEHM.
Macapu1KoB YHUBEP3UTET HU Y KOM cNyyajy Hehe npocneautn Bawe nogatke Tpehum anumma.

CBOj NnpucTaHaK Ha obpady MYHMX NofaTaka MoKeTe ono3saTh. ONo3MB NPUCTaHKa He yTUYe Ha HacTaBak
Bawer neyerba. CBOj NpUCTaHaK MOMKeTe 0no3BaTh NMcaHMm obaseluTereM A0CTaB/beHUMM Bawem gaBaouy
3[paBCTBEHUX YC/Yra KOjuU Kao jeAuHU CyBjeKT moxKe uaeHTuduKkosatu wndpy nog Kojom cy eBUaeHTUpaHu
nogauu o Bawem neyemwy. [asanal 34paBCTBEHUX ycayra he MCKOPUCTUTM NoaaTKe 3a nNpucTyn u obpucatu
cBe nojaTtke noBesaHe ca Bawom wudpom.

Mopep Tora, UmaTte NpaBo 1 Ha MHPopMaLuje o TOMe Koje nogaTke o Bama nocenyjy MacapukoB yHUBEpP3UTET
WX gasanau, 34paBCTBEHUX YC/Iyra U Y KOje CBPXe MX KOPUCTE, a MMaTe NPaBo M Ha UCNPaBKY UM bpucarbe
Bawwmx nnMyHux nopataka. Mehytum, HajsepoBaTHuje je aa hete npumntn nHdopmaumje aa MacapuKos
YHMBEP3UTET HEe MOXe Ha OCHOBY Be/IMKOr 6poja aHOHMMM3OBAHUX WAM MNCEYAOHUMHMX NoAaTaka
naeHTMduKoBaTn nogatke o Bawem neyemy.

MmaTte npaBo y 6MA0 Kojem TPEHYTKY Aa KOHTakTMpaTe MacapuKoB YHWBEP3UTET MAW CBOr AaBaoua
34,0aBCTBEHUX yCayra. Y cayyajy nuTakba Be3aHMX 3a 06pagy nojaTtaka y CBpXe UCTPaXKmnBatkba UAM BE3aHMX 3a
Mmepe Koje MacapuKoB yHMBEP3UTET Npeay3nMma Yy CBPXy 3aWTuTe Bawmx AMYHWMX nogaTtaka, KopuctuTe
noZaTKe 33 KOHTaKT HaBegeHe Ha Beb (web) nokaumju: http://empire.registry.cz/. NMogauy o Bawem nevery
Hehe _ butn npocnehenn nnumnma ussax nogpyuja EY.
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OBMM NyTeM fajeM CBOjy MOTNYyHYy M WMHPOPMMCAHy carnacHoOCT Aa MOj AaBanal, 34paBCTBEHUX ycCayra
............................................ npuKyn/ba M obpahyje nogatke BesaHe 3a TOK MOr fieyerba uanonatcke nayhHe
¢umbpose. MsjaB/byjem ga cam npoumtao (NpoynTana) TEKCT HaBeAEH Ha MPETXOL4HMM CTpPaHWUama oBor
OOKYMEHTa, Aa cam pasymeo (pasymena) HaBegeHe MHPopmauuvje Te ga cy MU objallbeHe eBeHTyanHe
HegoymMuLE.

CBojum noTNMCOM M3jaB/byjem f[a cam carfacaH/carnacHa fa Moj QAaBanal, 34paBCTBEHUX YCayra
aHOHMMMU3Yje/nceyaoHUMM3Yje NoAaTKE O MOM Jederby U Aa aHOHMMU30BaHe U NceyaoHMMM30oBaHe noaaTke
npocnean Macapukosom yHusep3sutety, Mb: 00216224, kojem oBMM gajem nyHomoh ga moje nogaTke gasbe
obpahyje y rope HaBeaeHe cBpxe.

CarnacaH/carnacHa cam ga ce nogauy O MOM Jiederby KOPUCTE Y CBPXe MCTpaxunsara Mamnonatcke nayhHe
¢nbpose n apyrux nosesaHmx 6onectn. ObasewTeH (obaBelwTeHa) cam Aa MMaM NPaBO Aa 3axTeBam Of,
ynpaBuTe/ba NogaTtaka NPUCTyn MOjUM Nogaumma Uan bUXoBy UCNPaBKY MAK Bpucakbe O4HOCHO OrpaHuYeHe
npucTyna Mojum nodaLmMma Kao 1 [ia yaoKUm Npurosop Ha obpaay. ObasewTteH/obaseliTeHa cam Aa MMam
MpaBO Ha MPEHOCUMBOCT MOjMX MofaTaka Kao v npaso ga byaem obasewrteH/obasewTeHa O ciyyajeBuma
nospeae 6e36eAHOCTM MOjUX NMUHUX NofdaTaka. ObaseluTeH (obaBellTeHa) cam O TOMe Aa CBOj NpPUCTaHaK
MOTy 0Nno3BaTh y 6110 KojeM TPEHYTKY Te Aa MMaM NPaBo [1a Y/10XKMM NPUroBop Haa eKHOM HaZ30PHOM Teny.
O6aseluTeH/obaBeliTeHa cam O TOMe Aa ce y CAydyajy nuTarba Be3aHMX 3a HauuH Boherba perncrpa mory
06paTMTK MOM AaBaoLy 34paBCTBEHUX YCAYra UM AMPEKTHO MacapuUKoBOM YHUBEP3UTETY Ha agpecy: Institut
biostatistiky a analyz Lékarské fakulty MU (MHcmumym 6uocmamucmuke u aHanu3a MeouyuHcKoea
gakynmema Macapuxosoe yHusep3umema), Kamenice 126/3, 625 00 Brno, Ten.: (+420) 549 49 4352.

HakoH oBor o6aBeLLTeHa HUCAM CBECTaH (CBeCHa) HUKaKBUX OKOJIHOCTU Koje 6u cnpeyaBasie MOj NPUCTAHaK
Ha YHOC MOjUX NoAaTaKa y perncrap v aajem cBojy A06p0oBO/bHY CarlacHOCT 32 YHOC K/IMHUMYKUX NoAaTakKa
y peructap Uauonatcke nayhHe ¢unbpose Yewkor nHeymonowkor u ¢pruseonowkor apywrsa CLS JEP -
EMPIRE.

MoTtnuc naumjeHTa Oatym

M3jaB/byjeM ga cam ca nauujeHTOM Ha OCHOBY OBOT AOKYMEHTa PpasMoTPMO (pa3moTpuraa) cBa NUTakba. YBepeH
(yBepeHa) cam ga cam naumjeHTa obasecTMo (0baBecTnna) o CMUCAY U CYLUTUHW MPOjeKTa Kako 3axTeBajy
Baxkehn eTUUKM M NpaBHU CTaHAapAau, Kao U Aa hy nauujeHTy npenatv jeaaH npumepaKk NOTNMCAHOr M
AaTupaHor MHpOPMMPaHOT NPUCTaHKa.

JNekap - ume 1 notnuc Jatym
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