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MHOOPMUPAHA COINMACHOCT HA NMAUUEHTOT

CO pervcTpaumja Ha KNMHUYKMTE nogaTtoum Bo pernctepoT Ha Mamonatcka 6enoapobHa ¢pubposa (EMPIRE)

Mpupopga v uen Ha Ugmonarckata 6enoapobHa pubpo3a — European Multipartner IPF REgistry

Peructepor EMPIRE (European Multipartner IPF REgistry) HacTaHan Bo 2014 rogvHa Bp3 6a3a Ha gaTabasa Ha
peructeport IPF (og, 2012 roanHa) Kako HEMHTEPBEHTHA MefyHapoaHa MyNTULEHTPUYHA gaTabasa Ha NauMeHTU co
OujarHosa Ha Manonatcka 6enoapobHa pubposa (IPF) Bo LieHTpanHa u uctouHa Espona (CEE). LienTta Ha peructepoT
€ OLEHKa Ha MHUMAeHUMja, npeBafeHumja U CMPTHOCTA Ha ManonaTtcka 6enoapobHa ¢mbposa BO permoHoT Ha
LleHTpanHa 1 uctodHa EBpona un oapesyBarbe Ha OCHOBHUTE KApPaKTEPUCTUKM Ha MaLMEHTUTE CO OBa AMjarHosa.
BpeneH noaaToK, cnefeH BO PaMKUTE HA PEFUCTEPOT, ce MHOOPMALMUTE 33 JIeKYBakbe Ha NaLMeHTU BOPAMKUTE Ha
[AOEHNOT PEFUOH.

Peructepot EMPIRE ro sBoan MacapukosuoT yHusepsuteT (Masarykova univerzita, Ceamiute: Zerotinovo ndm. 617/9,
601 77 Brno N4:00216224) noa 3awTmTa Ha YellKOTO NHEBMOIOWKO U ¢pTU3eonowko aApywtso Y/1C JEN. Bo Hero ce
cnepat pesyntTatuTe Ha AMArHOCTUYKUTE UCNUTYBakba, MHPOPMALIMM 33 SIeKyBakeTo U NoHaTtamy MHbopmauum 3a
TEKOBHUTE MHPOPMALLMM 33 34PaBCTBEHATA COCTOj6a Ha NALMEHTM KoM NaTaT o4, uamnonaTtcka benoapobHa ¢pmbposa.
CmucnaTa Ha perncTepoT e BKYMNHa Hay4yHa OLeHKa Ha nogaTtouuTe Kaj ronema rpyna Ha naumeHTu co nanonaTcka
6enoapobHa Ppnbposa. Llenta Ha pernctepoTt e cobuparbeHa LWITO € MOXKHO MOorosieMa KoOAMYMHA Ha NOAATOUM O,
NIeKyBakbE€TO Ha namonatcka 6enogpobHa ¢mnbposa n nocnesosaTenHa AeTaNHA HAyYyHa aHaAU3a Ha nogartouumTe.

MopaTtoumTe 04, PErucTepoT Ce MHOrY BpedHW U MOXKaT fa Ce MCKOPMUCTAT 3a MpMMarbe Ha NauueHTUM BO HOBW
KAMHMWYKM CTYAMM NOBP3aHM CO NeKyBarbe Ha IPF. MogaTouuTe MoXKaT nocneosaTesIHO Aa 61AaT MCKOPUCTEHM U 33
bapMaLLeBTCKM KOMMAHMKM U NJakayuu HA 34paBCTBEHA 3aWTUTA. MICTO Taka BO pamMKUTE Ha perncTtepoT MoxKaT 4a ce
peanusmpaaT CTyaun UHULMPAHKU 04, TH. MHBECTUraTop (NeKap), KOMLWTO ce eguHCTBEHA NAaTGOPMa 33 KAMHUYKO
UCTpaskyBarbe Ha oBa 6osiecT.

MpumapHa Len Ha UCTParKyBatbETOo

e [lpougHKa Ha MHUMAEHUM]a, NpeBaneHuuja U MopTanuTeT (ABeroanwHU 1 BKYNHK) Ha IPF Bo LieHTpanHa n
nctoyHa Espona

CeKyHAapHA Lien Ha UCTPaXKyBakeTo
e Onuc Ha OCHOBHW KapaKTEPUCTUKM (Hanp. CTapocT, NoA, pUsmMyHM GaKTopM U CA.) Kaj naumeHTu co IPF
TepumjanHa Len Ha UCTPaXKYBaHETO

e Onuc Ha peanHaTa KJMHWYKA NpaKca Kaj IPF Bo BkayyeHUTe 3emju Ha UeHTpanHa n nctoduHa Espona:
= [InjarHOCTMYKKN anropmtam
®=  HauuH Ha neKkyBarbe U MeHaLlMeHT Ha naumeHTuTe co IPF
= Pe3ynTtaTv og nekysarbe (0LrOBOP Ha NEKYBAHbE, BKYMHO, NPEXMBYBaE) U KBANIUTET HA KMBOTOT
"  [cKopucTyBare Ha n3sopute
e Ogpenysatbe Ha 6pOjoT Ha NALMEHTU MOrO4HU 338 NPUEM BO KAUHUYKMTE CTyAUM




MUNT 55 ] )
ME

D and Analyses EMPIRE EMP\RE’

Oncer Ha cobupaHuTe nogatoum u epeme Ha o6paboTka

PerncrepoT npetnoctasyBa cobuparbe Ha KAMHMYKM NMOAATOUM O 34paBCTBeHaTa AOKYMeHTauuja BoAeHa of,
[aBaTesIoT Ha 34paBCTBEHMUTE YC/YTM BO BPCKA cO 3a60/1yBatbe 04, nanonaTcka 6enoapobHa pnbposa. Bo perucrepot
Kaj moeauMHEeYHUTE MauMeHTU Ce eBMAMPa HWBHWMOT MOJI, BUCMHA, TEKMHA, MeCel, M roauMHa Ha pararbe, paca,
34paBCTBEHO OCUTYPYBaHE Y MME Ha 3a40/1KEHMOT NeKap.

EBeHTyanHWUTe pe3ynTaTh of NPOEKTOT Ke ce nybauumpaat camMo KyMynaTUBHO, 3@ FONEMW TPYNU Ha NauMeHTy,
HMKAKO KOHKPETHO 3a NoeAMHeYHM NauueHTU. NaeHTUTETOT Ha NaLMeHTOT HUKoraw Hema ga buae obenoaeHer
HWUTY NpeaaZeH HafBop 04 AaBaTeoT Ha 34PaBCTBEHA yCayra.

Ce paboTu 3a monropoyeH peTpocnekTMBeH peructep. Moxe Aa ce odyekyBa nogatouute ga ce cobupaat u
06paboTyBaaT LONTOPOYHO, BO XOPU3OHT Of, HEKO/IKY AeLieHnn. ToueH Kpaj Ha cobrpatbe Ha NoAAaTOLM HE € MOYKHO
cera ga ce ogpeau. NMogaToum, KOMWTO Ke NpectaHaT ga 6uaat peneBaHTHU 3a UCTpaKyBarbe Ke buaaT BegHalw
n3bpuwanHn. MogatouM OCTaHyBaaT MEMOPUPAHM BO PEFUCTEPOT BO HeM3MeHeTa cocTojba ywTe 15 roguHu no
3aBplUyBatbe Ha PErncrepoTr, UAEHTUOUKAUMCKUOT K/yd CO KOj MOXKe A3 Ce OApeAM KOHKPETHMOT MnaumeHT
[aBaTesIoT Ha 34,paBCTBEHATa yc/yra Ke ro YHULWTY BO POK 04, e4Ha roAMHa 0f, 3aBpLUIyBatbe Ha PerMcTepor.

FapaHumja Ha 3aWTUTa HAa NpaBaTa HanauUeHToT

Bo pamkute Ha c0614pa|-be Ha NoAaToLUM 3a perncTtepoT He ce cnpoBeayBaaT AOMNO/IHUTEHU UCMUTYBaAkba U He ce
yn0Tpe6yBaaT HOBM HeucnuTaHu nekosu. [MoBpaTHOTO co6mpai-be Ha nogatouuTe 3a Z1IeKyBakbeTo Ha NauUneHTOoT
Hema 4a BAnjae BpP3 HAYMHOT HA HErOBOTO NIeKYBakbe.

Mpuctan go eneKTPOHCKMOT CUCTEM Ha PErncTepoT He e jaBeH, OBO3MOMEH € CaMO Ha agMMHMUCTPATOpPOT M BO
OrpaHuYeH oncer Ha COOABETHUOT JIeKap BO PaMKUTE Ha BHeCYBakbe Ha 0bpaboTeHUTe nogaToum v Toa Bp3 6asa Ha
O04eNeHN NPUCTanHKU Npasa.

MopaTtoumTe ce 0b6paboTyBaaT CaMo CO COMNACHOCT Ha NaLMEHTOT.

CornacHocCT Ha NauMeHToT 3a 06paboTKa Ha AMYHUTE NoAaToLM
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PerncrepoT cogpKu UCKAYYUBO NCEBAOHUMM3INPAHM M aHOHUMM3NPAHM NOAATOLM KOMLITO Ce 406PO 3alTUTEHN 04,
3noynoTpeba. MojaToumTe 3a TEKOT Ha SIEKYBAaHETO HUKOraLW He ce 06paboTyBaaTt 6€3 CornacHOCT Ha NauMeHToT. 3a
Toa Be 3aMO/lyBaMe 3a MMCMEHa COr/IacHOCT 3a cobuparse 1 06paboTKka Ha norope HaBeAeHTe No4aToLM 3a BaLLETO
NleKkyBarbe 3a HayyHu uenu. CornacHocta e A06pOoBO/IHA M HEj3MHOTO HejaBakbe HeMAa fa BAvjae BpP3 JaBaHaTta
Nekapcka Hera. CorfiacHOCTa MOMKeTe CeKorawl Aa ja ognoBuKate 6e3 gasarbe pas/ior M nogatoumTe 3a BalLETO
NeKyBatbe Ke 61MaaT M3bpuLIaHn og, perucTepor.

Co cBOjOT noTnuc NoZo/y ja MOTBpAyBaTe BallaTa COMIACHOCT, AeKa BallMOT faBaTen Ha 34PaBCTBEHWU YCIyru
(3apaBcTBEHA ycTaHOBA) BHECE pesieBaHTHM NOAATOLM 33 TEKOT Ha BaLLIETO /1IeKyBatbe BO LLeHTPa/IHMOT perucrep Ha
nauonaTckata 6enoapobHa pubposa (EMPIRE) n 3a Toa, Aa MacapuKoB yHMBep3uTteT (MY) noHatamy rv 06paboTtu
oBME NnoJaaTouy Nopaam UCTpa)KyBakbe Ha MAuonaTtckata benogpobHa ¢ubposa. MacapuKoB yHMBEpP3UTET e
alMMHUCTPATOP Ha CMTe NOAATOLM BO PErMCTEPOT. BalwmTe nogatoum Hema fa ce npefasaaT Ha Apyrv auua.

MacapvoB yHUBEP3UTET U AaBaTeNIMTE Ha 34PaBCTBEHM YCAYTU MU PECNEKTUPAAT CTPOrTe NnpasMaa Ha 3aWTHTa Ha
NMyHuTe nogartoum (8o YP Bo ckiag co 3akoHOT 6p. 110/2019 oa 36. 3a 3awWTWTa Ha IMYHK nogaToum co OnwTa
Hapegaba 3a 3alWTnTa Ha IMYHMTE NoLaTouMm).

MofjaTounTe 3a JeKyBakbe Ha MauMeHTUTe ce npegasaaT Ha MacapuKoB yHWBep3uTeT 6e3 MAeHTUOUKALMCKM
NnoAaToLM Ha KOHKPETHWUOT NaLMeHT Nog Kog, Koj MacapuKoB yHMBEP3UTET He e BO cocTojba aa ro aewudpupa. Bo
WCKNYYUTENHWN CNYLIAEBM NALUMEHTOT MOXKE A3 e AeHTUOUKYBaH 04 CTpaHa Ha AaBaTeNoT Ha 34paBCTBEHa ycayra.
Taka morKe Aa HanpaBW Camo BO OMPaBAaHU C/ly4aeBM 3a 3alITUTa Ha 6esbegHocTa Ha naumeHToT. MefyToa, HUTY
BO TaKOB CEPMO3eH C/yyaj MAEeHTUPUMKALMCKMTE KOAOBM HEmMa Aa ja HanywTaT 34paBCTBeHaTa YCTaHOBa M
WAEHTUTETOT Ha MaUMEHTOT Nog Koa Hema Aa buae oTkpreH Ha MacapuKoB YHUBEP3UTET.

LWndpupareTto Hema fa B/AMjae Ha CrnocobHOCTa Ha [AaBaTesioT Ha 34paBCTBEHa yC/yra A3 BOAM 34paBCTBEHA
[OOKYMeHTauMja U faBarbe Hera Ha Bac. O6paboTKkaTa Ha NoAaToUMTE BO PErMCTEPOT He BU Haslara HMKaKkea 06BPCKa,
HUTY e crnocobHa Aa BM Hanpasw wWTeTa. MNogaTtounTe of AaTabasata Hema Ja 6UOAT UCKOPUCTEHW 33 NOHYAM Ha
6110 Kakeu npomssoam nan ycayru. Co orneg Ha GpakToT, AeKa ce paboTu 3a A0rOPOYHO CTAaTUCTUYKO cobupatbe,
He e MOXHO ofHanpes Aa Ce NpeaBuAM KOJIKY Bpeme 3abesnexxaHuTe nofatoum Ke 6uAaT apxvMBUpaHU M
obpabotyBaHM Bo peructepoT. OAKaKo Ke M3rybaT 3HayeHMe 3a MUCTpakyBauykKM Hamepu, UcTUTe Ke 6upar
n3bpuwann. MY HUKoraw Hema 4a rv npegage Ha Apyro AnLe BalumnTe No4aToLm 3a IeKyBakeTo.

BalaTa cornacHocT co obpaboTka Ha /IMYHUTE MOAATOLM MOMKETE [a ja OTNoBMKaTe 6e3 HWKAKBO B/AWjaHME Ha
BALLETO NeKyBatbe. OTNOBMKYBaHETO Ha COrIaCHOCTa MOMKETE [ia Fo HanpaBuTe CO 06MYHO U3BECTYyBaHE BO MUCMEHA
dopma 4o BalIMOT AaBaTen, KOj KaKo eguMHCTBEH CybjeKT moxKe Aa naeHTMOMKYBa MoA KaKoB Kog ce Haofaar
nogartoumuTe 3a HbaweTo AeKyBarbe. [laBaTenot Ke rM MCKOPUCTU CBOMTE KOL0BM 3a NpujaByBatbe M Ke rv nsbpuiue
noZaTouuTe NOBP3aHM CO BALLMOT KOA,

McTo Taka MMaTe NpaBo Ha MHPOPMaLMja 3a TOa, KaKBM BalM INMYHM nogaTtoum MY uam faBatenoT Ha 34PaBCTBEHU
YC/yrv 4yBa 1 3a Koja Liesl M MMaTe NpaBo Ha nonpaska uam bpulierbe Ha NoA4aTOLMTE KOUWTO Ce OHecyBaaT Ha Bac.
MefyToa, co ronema BepoBaTHOCT Ke fobuweTe MHOOPMauMja, AeKa Of, ronemarta [aToTeka Ha aHOHUMHU UK
ncesgoHMMHM nogatoum, MY He e Bo cocTojba Aa rv naeHTMdmKysa nogatoumte Hall 3a BalETO eKyBakbe.

MmaTe npaBo BO Cekoe Bpeme fia ro KoHTakTupate MY uau BalLMoT AaBaTen Ha 34paBcTBeHa ycayra. Bo cnyyaj Ha
npallakba BO BPCKa co 06paboTKa Ha NnoaaToumMTe 3a UCTPaXKyBauKu Lev AN Ha Npallakba3a Mepkute, Kom MY
npesema BO MHTEPEC Ha 3alUTUTa Ha BalIMUTE INYHWU NodaTouu, Be MoaMme obpaTteTe ce Ha KOHTaKTHM noAaaToLm
HaBeAeHW Ha Beb cTpaHuumTe http://empire.registry.cz/. MoaaTouu 3a BaleTo NeKkyBatbe HemMa Aa ce npeaartar

HaABoOp oA rpaHuumTe Ha EY.
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M3jaBa Ha nauueHTOT

JAC, cevvrennneeeeeenees, POAEH(Q) HA ceeeeeeeeeeeceececnnnnney

[asam notnonHa u ceecHa MHGOPMUPaHa COrNACHOCT, Aa MOJOT AaBaTes Ha 3APABCTBEHMN YCIIYIM ...ueeereeeerernnenenne
cobupa 1 06paboTyBa NogaToLM 3a TEKOT HA MOETO JiIeKyBakbe o4 uguonarckabenogpobHa pubposa.

M3jaByBaM [eKa ro NpoyuTaB TEKCTOT HA MPETXOAHUTE CTPaHWLM HA OBOj AOKYMEHT, AeKa ro pasbpas u
eBeHTya/IHUTe HejacHW paboTu mu 6ea objacHeTw.

Co cBOjOT MOTNWC JaBaM Ha 3Haere, AeKa CyM COrlaceH co Toa, Aa MofaTouuTe 3a MOETO JieKyBarbe bea
aHOHMMM3MPaHU/NCeBAOHMMMU3MPAHM O CTPaHa Ha MOjOT AaBaTes Ha 34PaBCTBEHA YC/yra v nocie npeaagaeHu Ha
Macapukos yHusep3uteT MY: 00216224, KojwTo ro OMOSHOMOLUTYBamM MoHaTamy Aa rm obpaboTyBa mowuTe
noAaToLM 3a Norope ONMLIAHNTE UCTPAXKYBAYKM LIEN.

CornaceH cym nogaTouuTe 3a MOETO NIeKyBakbe Aa 6MaaT ynoTpebeHn 3a UCTPaXKyBayYKK LLe/IM 32 UCTPaXKyBakbe Ha
namonatcka 6enoapobHa ¢pmbposa n co Hea noBp3aHu 3abonysarba. MHPopMMpaH cym 3a daKkTUTE, AeKa MMam
npaeo Aa nobapam o4 aAMWHUCTPATOPOT NPUCTaN 40 MOUTE IMYHU NOAATOLM, HUBHATA KOpeKLMja namn bpullerse,
OZLHOCHO OrpaHuM4yyBatbe Ha 06paboTKaTa M ga nogHecam NPUrosop NPoTUB 06paboTKa, KaKo M NOCTOEHE HA MOe
NpaBo 3a NpeHecyBake Ha MogaTtouuTe U Npaso Aa 6ugam MHGOPMMPAH 33 CAyYauTe Ha MNpeKpLlyBarbe Ha
obesbenyBarbe Ha IMYHUTE nogaToun. CBECEH CYyM, eKa OBa COM/IAaCHOCT MOXaM @ ja OTNOBUKAM BO CEKOE Bpeme
W fleKa MMaM NpaBo Aa NogHecam MomnsaKka KajHag30pHUOT ypea,.

CBeceH Cym, AeKa BO C/lyyaj Ha Npaluarba 3a HaUMHOT Ha BOAEHE Ha PErncTepoT MoXam Aa ce obpaTam Ha CBOjoT
[aBaTesl Ha 34PaBCTBEHM YCIYTM MAN AUPEKTHO Ha paboTuanwuTe Ha MacapuKoB yHUBEP3UTET Ha agpeca: MHCTUTYT
3a 6MocTaTUKa MaHanmsm Ha MeauumuHckmoT dakynTteT Ha MY (Institut biostatistiky a analyz Lékarské fakulty
MU), Kamenice 126/3, 625 00 Brno, Ten.: (+420) 549 49 4352,

Mocne oea 3ano3HaBarbe He CyM CBECEH 3a HMKAKOB pasnor Koj 6u mu GpaHen ga Aajam COrnacHOCT 3a
peructpaumja Ha nogaTtouute M AO6POBO/MHO Ce COrnacyBam CO perucTpauumja Ha KAMHUUKUTE NOJATOUM BO
peructepot 3a Nanonatcka 6enoapobHa pubposa Ha YeWKKOTO NHEBMOJIOLIKO U GpTU3e0N0LWKOo ApywTBo YJ1C
JEN - EMPIRE.

MoTnuc Ha nauneHToT Jatym

Co nomoll Ha OBOj AOKYMEHT CO MALMEeHTOT AMCKyTMpaB ce. Y6eaeH(a) cym, AeKa NauuMeHTOT e MOTNO/HO
MHGOPMMPaAH 3a CYLUTMHATA Ha NPOEKTOT, KaKo LWTO ce Hapa Npema BaxKeukuTe eTMYKU U NerncnaTMBHM HOPMU U Ke
My Npesagam Ha NauMeHToT efeH NPUMEPOK o4, NoTNMUWaHaTta v AaTMpaHa CoracHoCT.

3a0/KeH eKap — MMe M NoTnuc Oatym




