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3anpoc ¢ npeayioKeHUueM y4acTus B

Hopsexkckom Peectpe u 0modanke PC

HacTosee nHpopManimoHHOE MUCHMO — 3aIpoc ¢ MpeioxkeHneM ydactusi B Hopsexckom Peectpe n
o6uobanke PC (paccesanoro cxiepo3a) (Norsk MS register og biobank). Hwuxe wnsmoxena
nHpopMaiss 0 ToM, Ha 4yTo Bbl ga€re cBOE coriacme, O IENSX W YCIOBUSX HCIIOJIIB30BaHUS
Hopgexckoro Peectpa u 6uobanka PC. O3HakoMbTeC ¢ 3TOW MHGOPMAIIHEH, TPEXkIe YeM, BO3MOXKHO,
Bbl mognummre cornacue. OctaBpTe cebe 3T0 MH(DOPMAIMOHHOE MHUCHMO M KOIHUIO 3asIBICHHS O
COTJIACHH.

VYuacTue B peectpe u 6nodanke sBisieTcs J0OpoBoabHBIM. B ciydae, ecian Bel mpumerte pemenue, 4yto
He OyneTe yyacTBOBaTh B peectpe u buobanke, Bam He Hy»KHO yKka3bIBaTh IPUUMHY, U Bamie pemienue
He 1oBJIe4ET 1t Bac kakux-1m00 1ocaeCTBUN B HACTOSAIIEE BPEMSI I B OyIyIeM.

* Ecmu Brl ctpagaete paccesnabiM ckiepo3oMm (PC), Bam mpemmaraercss yuactue B HopBexckom
peectpe u 6mobanke PC B Bujie perucTpanyy CBEJICHUHA W CIa9X aHAJM30B KPOBU W CITMHHOMO3TOBOM
KHUIKOCTH (YK€ B3SITOM MpH 00CIeIOBaHUM Ha 3a00NEeBaHKE) Ui MCCICIOBAHUI 3a00JIeBACMOCTH
PaCCesIHHBIM CKJIEPO30M M IIPUYUH €T0 BOZHUKHOBCHUS.

* Ecim Brer crpamaere paccesHHbiM ckiiepo3oM (PC) u yxke 3apeructpupoBanbl B HopBekckom
peectpe u 6uobanke PC, Bam npemnaraercs yuactue B HopexckoMm peectpe u 6uobanke PC B Buje
JIOTIONTHUTEIIPHOW PErHCTPAaIlK CBEJACHUHA W CAYd aHAIW30B KPOBH W CIIMHHOMO3TOBOM KHJIKOCTH
(yxe B3sATOI MpU 00CIIEJOBAaHWU Ha 3a00JIeBaHUE) ISl UCCIEAOBAaHUIA 3200JIeBaeMOCTH PacCESTHHBIM
CKJIEPO30M U IPUYUH €0 BOZHUKHOBEHUS.

Ecnu Bam He coBceM MOHATHBI KaKue-TO CJIOBAa WM MHPOPMAIHs B 3TOM AOKYMEHTe, HOXalyHCTa,
obOpaTuTech ¢ BOIPOCOM K HEBPOJIOTY B BamieM HEBPOJIOTMYECKOM OTICIICHHW WIIH CBSDKHTECH C
Hopgexcknm peectpom u 6modankom PC.

Yro Takoe PC?

PC »st0 BocmamutenbHOe 3a00e€BaHHE, KOTOPOE MOPa)KaeT LEHTPAIbHYI0 HEPBHYIO CUCTEMY
(ToJIOBHOM M CITMHHOW MO3T) ¥ MOXET, B YaCTHOCTH, IPUBECTH K BO3HUKHOBEHUIO CHMIITOMOB B BH/JIE
napajmya, NMpoOleM C paBHOBECHEM, HApYUICHWIO 3peHHs U dYyBcTBUTENbHOCTU. llpmumna PC
HEU3BECTHA, OJHAKO MPEAIOAraloT, YTO 3a001€BaHNE BO3HUKAET BCICACTBIE HEOOBIUHON peaky Ha
BO3/ICHCTBHE (AKTOPOB OKpYKalolled cpelsl (HampuMep, BHPYCHOH HH(EKINH) Yy TeHETHYECKH
IpeapacnonokeHHbx Jiogeid. PC He sBisercs HacieACTBEHHBIM 3a00JIEBaHHEM B OOBIYHOM
MOHUMAaHUH, OJJHAKO PUCK 3a00JIeTh PACCESHHBIM CKIEPO30M HECKOJBKO MOBBIIIEH (0K0JI0 2%) y JIHIL,
HUMEIOIIUX OJM3KOTO POJCTBEHHUKA C 3THM 3a00JICBAaHHUEM.

Yro Takoe HopBexkckuii peectp u 0modank PC?

Hammonansasiit peectp PC 6611 yupexaén B 2001 roxy ¢ paspemenns HopBekckoro yrpaBieHUs 11O
3alIMTe TNEepPCOHaNbHBIX AaHHBIX (1998/885-5) m npu ¢uHaHCHMpOBaHMM B BHIE TpaHTa U3
MuHucTEepCcTBa COIMATBLHOTO obecreueHuss u 3apaBooxpaneHust Hopserun. Jlupekrop peectpa —
pykoBoautens HammonampHOU cimyxObl KoMrieTeHnnd B obmactu PC mpu OTneneHnn HEBPOIOTHH
YHuBepcuTeTcKOi OoNMpHHILIEI XayKelaHH. B peecTpe perucrpupyloTcs nemorpaduyeckue JaHHBbIE

Bepcus 20.12.2019



(M1, azpec, TMYHBIA HOMED, MECTO POXKJICHUS MMallueHTa, ToJl 1e0rTa 3a00JIeBaHus, TO] TOCTAHOBKH
JIMarHo3a, To, KeM ObLJI MOCTAaBJICH JUArHO3, ¥ MECTO IMOCTAHOBKH JIMArHO3a); KIMHUYCCKUE JTaHHBIC
(cumnToMBl TIpH ne0roTe OOJNE3HH, METOA M KAaTeTOphs IWAarHOCTHKH, TE€UCHHE OOJIC3HW, HAITMINE
OOJIBHBIX PACCESHHBIM CKIEPO30M B CEMbE W KIMHUYECKHH CTAaTyC), a TaKXkKe JaHHbIE O JICUCHHH
(MMMyHOMOAYNUpYIOILee JIEYeHHWE, BHUABI IpEnapaToB, BpeMs Hadana JEe4YeHHs, pe3ylbTaThl U
rmo6ounsbie 3 dexTrl teueHus). B Peectp Takxke coOMparoTcs CBEICHUS O KaUeCTBE YKU3HU, CBI3aHHBIC
c Ooye3HBIO U €€ JICYeHHWEM, B TOM YHCIE O MOOOYHBIX AP(eKTaX U CHMIITOMAX, a TAKXKE OILEHKa
nanmueHTaMu JICYCHUA U HaGHIOIIeHI/ISI, IMpEAOCTABJICHHBIC CAMHUMU IMMallUCHTaAMU. PeFI/ICTpa]_[I/IH Tpe6yeT
WH(POPMHUPOBAHHOTO TMUCHMEHHOTO COTJIACHS KAXKJIOTO OTIEILHOTO MAIMEHTa, CTPaJAIoIIero
PacCesTHHBIM CKIIEPO30M.

Kpowme Toro, B 2006 romy Ot yupexnéHn omodank PC, moaxmrouenHsiii k HarmonaipHOMY peectpy
PC, u B HacTosiee BpeMs Ha3BaHWE OOBEIUHEHHOTO yupexneHus: — HopBexckuii peectp 1 6nobaHk
paccesHHOTO CcKJlepo3a. YUpekaeHHe ObLJIO0 OCHOBAHO TIOCHIE €r0 YTBEPXKICHUs PernoHaNbHBIM
KOMHUTETOM MEIWUIIMHCKUX HCClIeoBaHuM, HOpBEKCKMM yIpaBieHHEM IO 3aIIUTe IEePCOHAIBHBIX
JaHHBIX, MUHHCTEPCTBOM 3[paBOOXpPAaHEHHs] W couuanbHoro oOecredeHuss W Jupekropatom
comuanpHOrO0 obecrieueHuss W 3apaBooxpaneHus. [loapasmenenus O6noOaHKa comep)KaT MaTepHaibl
aHamm30B kpoH (¢ JJHK-reHeTndecknM MaTepraioM U CBIBOPOTKOW ) i CIIMHHOMO3TOBOH KHJIKOCTHIO
nanueHToB, crpanatommx PC, 3apeructpupoBanHbix B peectpe PC. CoOpaHHBIE MaTepHaibl aHAaIU30B
XpaHiATcsS B HarmmoHaIbHOM WHCTHUTYTE 0OmecTBeHHOro 3iapaooxpaneHus B Ocmo (AHK) u B
OTneneHNM HEBPOJIOTUM YHUBEPCHTETCKOW OONBHHIBI XayKelaHH B bepreHe (ChIBOpOTKa U
CIIMHHOMO3TOBasl KHIKOCTh). Bce MaTepuansl aHanM3oB B OHOOaHKE IpeAOCTaBICHBI TIOCIE
MMCBMEHHOTO M HH)OPMHUPOBAHHOTO COTIIACHS CAABABIINX aHAIN3bI JIHII.

eabs HopBexckoro peectpa u 6modanka PC

Perucrpanmonnsiii otnen Peectpa PC Oyner Bectn HaOmoneHue 3a 3a0051€Ba€MOCTHIO PACCETHHBIM
CKJICPO30M [JIs1 BBIABJICHUSA reorpaqmqecxux BapI/IaIlI/Iﬁ 1 BO3MOJKHBIX M3MEHEHUM I10 MIpoOmICCTBHUU
BpEMEHH. DTO CO3MacT OCHOBY s m3ydenuss PC ¢ yneneHrmeM OCHOBHOTO BHHMAHMS IPHUYNHE
BO3HUKHOBeHnst PC wu MJIAaHUPOBAHUIO JICHCHUSA MAIMCHTOB, CTpaJdaromiux 3a00JIEBAHUEM.
Perucrparnust pe3ynbTaToB MMMYHOTEpanud U MOO0YHBIX 3ddekroB mmmyHotepanuu PC cosnmact
OCHOBY M4 MEOAMIHUHCKOTO MW COHUAJIbHO-3KOHOMHYECKOTO KOHTPOJA Kade€CTBa HOBBIX H
A0OPOroCTOAIMNX METOAOB JICHCHUS.

B  nogpasgenenusx — OmoOaHka ~— OMOJOrMYEeCKHH  MaTepwal, CBSA3AaHHBIA C  JaHHBIMH,
3apEruCTPUPOBAHHBIX B PEECTPE, CO3AACT YHUKAJIBHYIO OCHOBY JJISl MCCIIEJJOBAHUN HACJEJCTBEHHOM
npenpacnonoxennoctd (Hampumep, JHK-ananm3 WMMYHHBIX W MHENIMHOBBIX TEHOB), a TaKXKe
HCCJICIOBAaHUI BO3MOXKHO CBSI3aHHBIX C 3a00JI€BaHNEM OEJIKOB MJIM BO3ICHCTBHS OKPY>KAIOLIEH Cpebl
B CBHIBOPOTKE M CIIMHHOMO3TOBOH XHJIKOCTH (HallpuMep, aHalM3bl paclemIEHHBIX OEJIKOB, BUPYCHBIX
AQHTUTE] WM DKOTOKCHHOB). Tarke OyIeT MMEThCS BO3MOXHOCTH TpoBeAcHHS aHann3oB JIHK,
CBIBOPOTKH M CITMHHOMO3TOBOH JKHJIKOCTH, CBSI3aHHBIE C TeUCHHEM OO0JIC3HH, TPOTHO30M U JIeYeOHBIM
JIEiCTBUEM JIEKAPCTB.

YcaoBus AOCTyMa K CBCACHUSIM peecTpa U MaTepuajaM aHaJAU30B H HUX

HCIOJIb30BaHUA

JInts HeOOIBIIIOE KOTUYECTBO YIIOJTHOMOYECHHEIX CIICITUAMCTOB U JUPEKTOP PEECTpa UMEIOT JIOCTYII
K CBEJICHUSM, TTO3BOJISIFOIINM HICHTH(GHUITIPOBATh JTUIHOCTh. Bce OHM mommucanm 00s3aTebcTBO O
HepasriIalleHuU CBEJICHUHN, K KOTOPBIM UMEIOT TOCTYII.
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Jlns momydeHus MoCTyma K JaHHBIM peecTpa W MarepuainaMm OnoOaHKa HCCIIEeNOBATEIH JIOJDKHBI
X0JIaTaliCTBOBaTh B COBET crenuanuctoB Hopeexckoro peectpa u 6uobanka PC. Kpome toro, Bce
HCCIIEA0BATENHCKHIE TIPOSKTHI TOJDKHBI OBITH O00PEHBI PermOHaTEHBEIM KOMUTETOM 110 MEIUITHCKOM
WCCJIEeIOBATEIbCKOW JITHKE W, B OTICIBHBIX CIydasX, HOPBEKCKUM YIIpaBICHHEM II0 3allUTe
MEePCOHANBHEIX ~ JaHHBIX. [lpu TpoBeAeHWHM HWCCIENOBATEILCKUX IPOEKTOB JIUINh JTAHHBIE,
HEOOXOJWMBIE JUII aHalli3a W OIEHKH pe3yJdbTaToB OYIyT IIPEJIOCTABICHHI OTBEYAIOIINM 32
MCCIIeI0BATEIbCKUE MPOCKTHI JII[aM. B TakoM ciy4yae JaHHBIE OyAyT MOMEYEHBI TOJNBKO MPHUCYIIUM
peectpy HOMepoM, U Barra TMYHOCTh HE MOXET OBITH YCTaHOBJICHA. Pe3yabTaThl HCCIIEIOBATEIBCKIX
MPOEKTOB OYAYT MPeACTaBICHBI TAKIM 00pa30M, YTO PACIO3HATH OT/IENBHBIX JHII OyJeT HEBO3MOXKHO.

MoXeT cTaTh aKTyalbHBIM IMPOBEJCHUE aHAIM30B MaTepuana B JabopaTopusx 3a pyOekoM, Kak B
EC/ED3, tak m B CHIA u npyrux cTpaHax ¢ MeEHEEe CTPOTMM 3aKOHOJATEIBCTBOM O 3allHTe
MEPCOHANBHBIX JIaHHBIX. 31paBooxpaHeHne beprena, oTBeuaromiee 3a 00pabOTKY IaHHBIX, UMEET
COOCTBEHHBIC TMPOICAYPHI, HAINpaBJICHHBIE Ha obecreueHne KOHMHUICHIINATHLHOCTH/3AIUTHI
NEPCOHAIBHON HMH(OpManyu, B TOM 4HMCIE€ U IpPU Iepeladye NAHHbIX B CTpaHbl, HE BXOAALINE B
EC/EDQ3. B aroit cBs3u Oyner 3ampammBaThcs Barne corimacue Ha 0OOMEH 3apernCcTpHpPOBAHHBIMH
CBEICHUSIMHM W/WIN MaTepuajaMy aHajJM30B C HCCIEeNOBaTeNIIMH B MOAOOHBIX mpoekrtax. Jlrobas
nepeaya JaHHBIX WM MaTepUaioB aHAJINM30B OYyIET OCYLIECTBISTHCS TOJNBKO MOCJE IMOTyYECHUs
3asIBJICHUS OT MPOEKTOB, YAOBJIETBOPSIOMINX HEOOXOJUMBIM (POPMATILHBIM U HAYYHBIM TPEOOBaHUSIM.

11 0coOBIX HCCNeNOBATENbCKUX MPOEKTOB MOXKET OBITh AKTyaJbHBIM COIOCTABJICHHE AAHHBIX U3
Hopsexckoro peectpa u Omobanka PC u cBemeHHMid M3 KAapTOYKM NalMEHTa, a TaKkKe OPYTUX
roCy/IapCTBEHHBIX PEECTPOB, TaKUX Kak Peectp HaceneHus, Peectp HOBOpOXIEHHBIX, PeecTp mpuunH
cmeptH, Peectp Bakiuuanuu (SYSVAK), Onkonoruueckuii peectp, HopBexxckuil peectp nmanueHTos,
PeecTp BOEHHOOOS3aHHBIX M peecTpoB [JIABHOTO CTATUCTHYECKOTO YIIpaBJIEHUS, HAIpUMeEp, CO
cBeZleHUSIMH 00 00pa3oBaHHU, NPOGECCHOHANBHONW 3aHATOCTH U IOJIYYEHHH TOCYIapCTBEHHBIX
nocodbuii. [lomoOHBIE COMOCTABIEHUS MOT'YT IPOBOAUTHCS TOIBKO HPU NPEABAPUTEIBLHOM 0J00pEHUN
COOTBETCTBYIOIIMMHU  WHCTaHLIMSIMHU, HalpuMep, PernoHanbHbIM  KOMHUTETOM  MEIUIIMHCKOMN
HCCJICI0BATENbCKOM 3THKH, HOpBeXCKMM yIpaBie€HHMEM I10 3allUTe IEPCOHANBHBIX MJaHHBIX,
JlupexTopaToM cOLMANbHOTO OOECIEeYeHUs W 3IpaBOOXpaHEHHs] WM [ oCynapCTBEHHOW Ciry:kOou
COIMANBHON 3amMThl. Best MHPOpMAIWst U3 STHX HCTOYHUKOB OY/IET MCIOIBH30BATHCS C YBAKCHUEM K
NEPCOHATBHON MH(OPMAIIMU 1 YaCTHOH >KU3HH U B COOTBETCTBUH € 3aKOHOJIATEIbCTBOM.

Bepcus 20.12.2019



Perucrpauus u ananaussl B HopBe:xkckom peecrpe u 0nodanke PC

[Tepen Tem, kak HopBexckuii peectp u 6mobank PC mommér Bam émMkocTh a1t cOopa aHamm3a KpoBH,
Bam Bpa4/HeBpoJIOr 3alOJHUT PETUCTPAMOHHYI0 (POpMy CBEICHUSMH, IOJYyYSHHBIMU OT Bac u u3
Bameii kapTouku manuenTta. B imaboparoputo Barmielt GonbHUIBI Takke OyIeT OTIIPaBieH 3ampoc O
JOCTyIIe K aHaJInW3y CHMHHOMO3TOBOHM JKHIKOCTH, KOTOPBHIH BBI yke cmanmm mpu oOcienoBaHHM Ha
00Je3Hb.

XpaHeHuUe CBeJAeHUI, MPAB0 03HAKOMJICHHUS] C HUMHU M M3MeHeHue/y1ajieHue

CBeeHUH

3aperucTpupoBaHHbIC CBeACHUs O Bac u Martepuansl Bammx aHaiu3oB OyayT XpaHUThCS B
Hopgexckom peectpe PC u oTHOCSIIEMYCs K HEMY OnoOaHKe.

3aperucTpupoBaHHbIe cCBeJeHHs 0 Bac OyayT nmepcoHM(pHUIMPOBAHHBIMHA. JTO HEOOXOAUMO UIS TOTO,
4TOOBI CBEJCHHS B PEECTPE MOTJU OOHOBIISATHCS TOCJE MOCTYIUICHUS HOBBIX JIAHHBIX. XPaHCHUE
CBEJICHUH OCYIIECTBISIETCS B COOTBETCTBHM C JICHCTBYIONIMM 3aKOHOAATeNbCTBOM. (BeleHUs
COXpaHSIOTCI B TEYCHHE HEOTPAaHMYEHHOTO BPEMEHH COIVIACHO JCWCTBYIOIIEMY pa3peleHUI0
HopBexckoro ympapieHus 10 3alMTe NEPCOHANBHBIX JaHHBIX. OOpalieHue co Bcell uHdpopmaue,
cBs3aHHOM ¢ HopBexckum peectpoM u OmobankoM PC, OymeT OCYIIECTBIATHCS HCKIIOUHUTEIHHO
KOH(UICHIIUATHHO.

Bb1 MoskeTe nonyunTh HHGOPMALIMIO O TOM, Kakue cBeleHus o Bac 3apeructpupoBaHbl, 1 N3MEHUTH
WIN JIOTIOJIHUTD CBEJICHUS, KOTOPbIE MOT'YT OBITh JIOKYMEHTAJIBHO MOJATBEP)KICHBI KaK HEBEPHbIC MU
HenojHble. Bel MokeTe moTpeboBaTh ynaneHus Bammx cemeHwii u3 peectpa. Bbl MoxkeTe
noTpe0OBaTh YHHUYTOXKEHHUS MaTepuanoB Bammx aHamu30B, IPeIOCTAaBICHHBIX B OHOOAaHK, WiIH
Bo3BpauieHus: ux Bam. Tem He Mmenee, Bl He Moxere TpeOOBaTh YHHUUTOXKECHUS WIIHM yHAICHUS
MaTepHajoB aHAIN30B U JAHHBIX, KOTOPBIE OBLIN MPUBEACHBI M, BO3MOXKHO, OITyOJIMKOBAaHBI B HAYYHO-
HCCIEN0BATENbCKUX TPYAAX.

[Moanucas mpunaraemyro GpopMy 3asiBICHUS O COTIacuM, Bl moATBepKIaeTe NOTyYeHUE KON 3TOTO
nH(pOopMaLMOHHOTO MUchbMa U Bame cornacue Ha ydactue B HopBexxckom peectpe u 6nodanke PC.

KonTakTHas nundopmanus
Bber moxere oOpatutbesi B HopBexckuit peectp u 6mobank PC (Norsk MS register og biobank),

OTnesnenne HEBPOJIOTUH Y HUBEPCUTETCKOM OonbHUIBI XaykenanH, 5021 bepren.
Tenedon: 55975123 / 55975045, email: msdata@helse-bergen.no
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