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3anmpoc ¢ npeayIoKeHneM y4acTusi B

Hopge:xkckom Peectpe n 0modanke PC

Hacrositiee nHGOpMAMOHHOE MUCHMO — 3aMpoc ¢ TpetoxkenneM ydactust B Hopexckom Peectpe u
ouobanke PC (paccesunoro ckmeposa) (Norsk MS register og biobank). Hmxke wuznoxena
uHOpMaUs O TOM, Ha 4ro Bbl jgaére cBOE coryiache, O HEIIX M YCIOBHIX HCIOJIB30BAHUS
Hopsexckoro Peectpa u 6uobanka PC. O3HakoMbTeC ¢ 3TOM HH(pOPMAIMEH, IPEKIE YeM, BO3MOKHO,
Bri IIOOIINIIINTE COTJIaCHuc. OCTaBBTe CeGe 9TO I/IH(bOpMaHI/IOHHOC IIMCBMO M KOIIMKO 3asBJICHUA O
COTJIaCHH.

YyacTue B peectpe u 6mobaHKe sBIIIETCS TOOPOBOJIBHEIM. B cirydae, ecim Bel mpuMete penienre, 9To
He OyzeTe yuacTBOBATh B peecTpe u Onobanke, Bam He HY)KHO yKa3bIBaTh IPUUMHY, U Bare pemenue
He ToBJIeUeT i1t Bac kakux-nu00 MociieICTBUI B HACTOSIIECE BPEMsI HJIH B Oy TyIIIeM.

* Ecim Bol crpangaere paccesaubiM ckiepo3om (PC), Bam npemtaraercs ydactue B HopBekckom
peectpe u 6mobanke PC B Buae perucTpanuu CBEJACHUH U caull aHaJIU30B KPOBH M CIMHHOMO3['OBOU
KUAKOCTH (y)Ke B3ATOH mpu oOCIeI0BaHWM Ha 3a00JeBaHKE) JJIs MCCICIOBaHUN 3a00JeBacMOCTH
paccessHHBIM CKJIEPO30M U IPUYMH €0 BO3HUKHOBEHHUS.

* Ecim Ber ctpamaere paccesHabiM ckiepo3oMm (PC) m yxe 3apeructpupoBansl B HopBesxckom
peectpe u 6nodanke PC, Bam npennaraercs yyactue B Hopsexxckom peectpe u 6nodanke PC B Buze
JIOTIOTHUTEIBHONW PErHCTPallii CBEACHUH M COaud aHAIM30B KPOBH M CIIMHHOMO3TOBOM KHIIKOCTH
(yxe B3sATOW TpH OOCIIEeMOBaHUN Ha 3a00JIeBaHKE) I MCCIICNOBAaHUN 3a00JIeBAEMOCTH PACCETHHBIM
CKJIEPO30M U IPUYUH €0 BO3HUKHOBEHUSI.

Ecnmn Bam He coBceM MOHSATHBI KaKWe-TO CIIOBAa MM WH(OpPMAaNWs B 3TOM TOKYMEHTE, IMOXKaIyHcTa,
oOpaTtuTech ¢ BOMIPOCOM K HEBPOJOry B BailleM HEBpPOJOrMYECKOM OTACICHHU WM CBSDKUTECH C
Hopgexckum peectpom u 6uodbankom PC.

Yro Takoe PC?

PC 5310 BocmanmutensHOe 3a00ieBaHHE, KOTOPOE MOpaKaeT ILEHTPAIbHYI0 HEPBHYIO CHCTEMY
(rOJIOBHOM M CTMHHOW MO3T') U MOXET, B YACTHOCTH, IPUBECTH K BO3HUKHOBEHUIO CUMIITOMOB B BUJE
napaig4ya, npoOleM ¢ paBHOBECHEM, HApYIIEHWIO 3peHUs W 4YyBCTBUTENbHOCTH. llpmumna PC
HEW3BECTHA, OJJHAKO MPEI0IaraioT, YTo 3a00IeBaHNe BO3HUKAET BCIIEACTBHE HEOOBITHOM peakIiuy Ha
BO3/CHCTBHE (PAKTOPOB OKpY’KaloIled cpelsl (HampuMep, BHUPYCHOH HMH(EKLIHHM) Yy TeHETHYECKH
npeapacnonokeHHbIx Jnogeld. PC He sBhsieTcss HacleACTBEHHBIM 3a00eBaHHEM B OOBIYHOM
MOHMMAaHHH, OJTHAKO PUCK 3200JI€Th PACCESHHBIM CKIIEPO30M HECKOJBKO MOBBIIIEH (0K0JI0 2%) y nwil,
HUMEIOIINX OJIM3KOTO POACTBEHHUKA C 3THM 3a00JICBAaHHEM.

Yrto Takoe HopBe:kckuii peectp u 6mod6ank PC?

Hammonansuenii peectp PC 6b11 yupexnén B 2001 roay ¢ paspemennst HopBekckoro ymnpasieHHs 110
3alMTe TEePCOHANbHBIX maHHBIX (1998/885-5) w mnpw (¢uHAaHCHpOBaHWM B BHIE TpaHTa U3
MuHuCTEpCTBa COIMATIBHOTO oOecneyeHust U 3apaBooxpaHeHus Hopeermu. Jlupexrop peectpa —
pykoBoguTens HanmonanbHOU cimyk0bl KomrieTeHuH B obmacti PC mpu OTneneHun HEBPOJIOTHH
YHuBepcuteTcKkol OONBHUIBI XayKellaHH. B peecTpe peructpupyroTcs aeMorpauueckue TaHHbIE
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(uMs1, afpec, TMYHBIA HOMEP, MECTO POXKACHUS MAIMeHTa, o 1eOtoTa 3a00IeBaHus, TOI MOCTAHOBKH
JIMarHo3a, To, KeM ObLJ MOCTAaBJICH JUArHO3, © MECTO IMOCTAHOBKH JIUArHO3a); KIMHUYCCKUE JTaHHBIC
(cummTombl Tipu nebroTe 0OJIE3HHM, METOI M KAaTeropHs JWArHOCTHKH, TEYeHHE OOJIC3HH, HATMIHe
OOJILHBIX PACCESIHHBIM CKJICPO30M B CEMbE M KIMHHYCCKHH CTaTyC), a TAKXKE JAHHBIC O JICUCHUH
(MMMyHOMOIYIMpYIOIIIEE JICUCHHE, BHIbI IPENapaToB, BpeMs Hadada JICUCHHUs, PE3yJIbTaThl U
mo6ounbIe > hekTH edenus). B Peectp Takke coOMparoTCs CBEACHHS O KaueCTBE KU3HHU, CBI3aHHBIE
c Ooye3HBIO U €€ JICYeHHWEM, B TOM YHCIE O MOOOYHBIX AP(eKTaX U CHMIITOMAX, a TAKXKE OILEHKa
nanmueHTaMu JICYCHUA U HaGHIOIIeHI/ISI, IMpEAOCTABJICHHBIC CAMHUMU IMallUCHTaAMU. PeFI/ICTpa]_[I/IH Tpe6yeT
WH(POPMHUPOBAHHOTO TMUCHMEHHOTO COTJIACHS KAXKJIOTO OTIEILHOTO MAIMEHTa, CTPaJAIoIIero
PacCesTHHBIM CKIIEPO30M.

Kpowme Toro, B 2006 romy Obut yupexnén omodank PC, moaxmrouenHsiii k HarmonaipHOMY peectpy
PC, u B HacTosiee BpeMs Ha3BaHWE OOBEIUHEHHOTO yupexneHus: — HopBexckuii peectp 1 6nobaHk
DACCESHHOTO CKJIEpo3a. YUpEeKAeHHe ObLI0 OCHOBAHO IIOCIE €ro YTBEpKICHHS PernoHaibHbIM

KOMHUTETOM MEIWUIIMHCKUX HCClIeoBaHuM, HOpBEKCKMM yIpaBieHHEM IO 3aIIUTe IEePCOHAIBHBIX
JaHHBIX, MUHHCTEPCTBOM 3[paBOOXpPAaHEHHs] U couuanbHoro oOecrmedeHuss W JupekropaTtom
comuanpHOrO0 obecrieueHuss W 3apaBooxpaneHus. [loapasmenenus O6noOaHKa comep)KaT MaTepHaibl
aHanm30B kpoBH (¢ JJHK-reHeTHUECKUM MaTEpHAIOM U CBIBOPOTKOM) U CTMHHOMO3TOBOM KHIKOCTHIO
nanueHToB, crpanatommx PC, 3apeructpupoBanHbix B peectpe PC. CoOpaHHBIE MaTepHaibl aHaIU30B
XpaHiATcsS B HarmmoHaIbHOM WHCTHUTYTE 0OmecTBeHHOro 3iapaooxpaneHus B Ocmo (AHK) u B
OTneneHNM HEBPOJIOTUM YHUBEPCHTETCKOW OONBHHIBI XayKelaHH B bepreHe (ChIBOpOTKa U
CIIMHHOMO3TOBasi KHIKOCTh). Bce MaTepuansl aHanM3oB B OHOOaHKE IpEeAOCTaBICHBI TOCIE
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
CKJIEpO30M ISl BBISIBIICHUS TeorpaduyecKuX Bapualuid U BO3MOXKHBIX U3MEHEHUH MO MpOLICCTBUH
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 MEAMIHUHCKOTO 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.

YcioBus AOCTyMa K CBCACHUSIM peecTpa U MaTepuajaM aHaJAU30B H HUX
HCIOJIb30BaHUA

JInts HeOOIBIIIOE KOTUYECTBO YIIOJTHOMOYECHHEIX CIICITUAMCTOB U JUPEKTOP PEECTpa UMEIOT JIOCTYII
K CBEICHHUSM, 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 TpoBeNEHWHM HWCCIEMHOBATEIBCKUX IPOEKTOB JIMINb JAHHBIE,
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 PaCHO3HATH OT/ENBHBIX JIHIl OyJeT HEBO3MOXKHO.

MoXeT cTaTh aKTyaJbHBIM MPOBEACHHE aHAIM30B MaTepuana B JabopaTopusx 3a pyOekoMm, Kak B
EC/ED3, tak m B CHIA wm nmpyrux cTpaHax ¢ MeHEe CTPOTMM 3aKOHOJATEIBCTBOM O 3allHTe
MEPCOHANBHBIX JaHHBIX. 3apaBooxpaHeHne beprena, oTBeuaromiee 3a 00pabOTKy IaHHBIX, UMEET
COOCTBEHHBIC TPOICAYpPbl, HAIpaBJICHHbIE Ha oOecredyeHue KOH(HICHIIMATLHOCTH/3aUThI
NepCcoHaNbHOW MH(OpManyu, B TOM UHCIC W MpHU Tepelladye JAaHHBIX B CTpaHbl, HE BXOAALINE B
EC/ED3. B a10it cBsi3u Oyner 3ampammBathcs Barie corjacue Ha oOMEH 3aperucTpupOBaHHBIMU
CBEJICHUSIMH W/WJIM MaTephajaMd aHajW30B C HCCIENOBaTeNIMH B IMOAOOHBIX TpoekTax. Jlrobas
nepejaya JAHHBIX I MAaTepUalioB aHAIM30B OYJET OCYIIECTBISITHCS TOJBKO MOCIE IMONYYESHUs
3asIBJICHUS OT IIPOEKTOB, YJOBJIECTBOPSIOMINX HEOOXOJMMBIM ()OPMATTLHBIM U HAYYHBIM TPEOOBaHUSM.

Jis1 0coOBIX MCCNeOBATENBCKUX MPOEKTOB MOXKET OBITh aKTyaJbHBIM COIOCTABJICHHE AAaHHBIX W3
Hopgeexckoro peectpa m Omobanka PC u cBeleHHWH M3 KAapTOYKM TAlMEHTa, a TaKKe JPYTUX
rOCYJapCTBEHHBIX PEecTpOB, TakuX Kak Peectp Hacenenus, Peectp HOBOpoka€HHBIX, PeecTp npuunn
cmeptu, Peectp Bakimnaimu (SYSVAK), Oukonorudeckuii peectp, HopBexckuil peecTp manieHToB,
PeecTp BOEHHOOOs3aHHBIX M pEEeCTPOB [JIABHOIO CTATUCTUYECKOIO YIPAaBJIEHWs, HAalpUMEp, CO
cBeZeHUSIMH 00 00pa3oBaHHU, NPOQECCHOHANBHONW 3aHATOCTH U MOJYYECHHH TOCYIAapCTBEHHBIX
nocobuii. [TomoOHBIE COMOCTABICHUSI MOT'YT MPOBOANTHCS TOIBKO MPH NPEABAPUTEIHLHOM 0JO0pEHHUN
COOTBETCTBYIOLIMMH HWHCTAHIMSMH, Harnpumep, PernoHaabHbIM  KOMUTETOM  MEIULIMHCKON
HCCIICA0BATENbCKOM 3TUKH, HOpBeXCKMM yHpaBlIeHHEM [0 3allUTe IEPCOHAIBHBIX IaHHBIX,
JIUpeKTopaToM COLMANBHOrO O0ECHeUeHUsT W 3IPaBOOXPAaHECHUsS WM [ 0CynapCTBEHHOW CiyxOoi
COLMaIbHON 3anmThl. Best mHpOpMayst U3 3THX HCTOYHUKOB OyAET MCHOJIB30BAaThCS C YBAKEHUEM K
MEePCOHAIBHON HH(OPMAIIMK 1 YaCTHOH KU3HH U B COOTBETCTBUH C 3aKOHOIATEIHCTBOM.
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Perucrpauus u ananaussl B HopBe:xkckom peecrpe u 0nodanke PC

[Tepen Tem, xak Hopsexckmii peectp u 6mobank PC mommnér Bam éMKOCTh A1 cOOopa aHamm3a KpOBH,
Bamr Bpau/HeBpoJOr 3amoJHUT PETUCTPAMOHHYI0 (POpMYy CBEICHUSIMH, 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.

XpaHeHue cBeJAeHMIi, MPaBO 03HAKOMJIEHHSI ¢ HUMHU M M3MeHeHue/yaaleHne
CBeeHUH

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

3aperucTpupoBaHHbIe CBeJieHHs 0 Bac OyayT nepcoHNpHUIMPOBAaHHBIMUA. JTO HEOOXOAUMO IS 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 ympapiieHHs 1O 3alllUTE NEPCOHANBHBIX NaHHBIX. OOpalieHue co Bcell uH(popmanuei,
cBs3aHHOM ¢ HopBexckum peectpoM u OmobankoM PC, OymeT OCYIIECTBIATHCS HCKIIOUHUTEIHHO
KOH(UICHIIHATHHO.

Bb1 MoskeTe nmonyunTh MHGOPMALIMIO O TOM, Kakue cBeleHus o Bac 3apeructpupoBaHsl, ¥ N3MEHUTH
WIN JIOTIOJIHUTD CBEJICHUS, KOTOPbIE MOT'YT OBITh JIOKYMEHTAJIBHO MOJATBEP)KICHBI KaK HEBEPHbIC MU
HenojHble. Bel MokeTe moTpeboBaTh ynaneHus Bammx cBemeHwii u3 peectpa. Bl MoxkeTe
noTpe0OBaTh YHHUYTOXKEHHUS MaTepuanoB Bammx aHamu30B, IPeIOCTAaBICHHBIX B OHOOAaHK, WiIn
Bo3BpauieHus: ux Bam. Tem He Mmenee, Bl He Moxere TpeOOBaTh YHHUUTOXKECHUS WIIHM yHAICHUS
MaTepHajoB aHAIM30B U JAHHBIX, KOTOPBIE OBLIN MPUBEACHBI M, BO3MOXKHO, OIYOJIMKOBAaHBI B HAYYHO-
HCCIEN0BATENbCKUX TPYAAX.

[Noanucas mpuinaraemyro 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
Ber moxere obparutbesi B HopBexckuii peectp u 6uodbank PC (Norsk MS register og biobank),
Otnenenure HEBPOJIOTHH Y HUBEPCUTETCKOW OoNbHUIIBI XaykenanH, 5021 bepren.

Tenedon: 55975123 / 55975045, email: msdata@helse-bergen.no
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