Iadopmanis xas 6atekiB CPUP (mporpama cynpoBony mrofei 3 nepedpansaumM napatidem) 24.10.2021

Indopmanis nis 6aTbKiB

cPuP

CPUP — npodistakTH4He CrIOCTepeKeHH 3a JiTbMU 3 HiepedpajlbHUM NapaJjiiyemM
a00 CX0:KMMH CUMIITOMAMM

Lepebpanbuuii mapaniu (L{II) — me 3aranbHa Ha3Ba MOPYIIEHHS PYXJIMBOCTI, CIPUYUHEHOTO
MTOIIKOPKEHHSIM TOJIOBHOTO MO3KY BIKOM 10 IBOX pOKiB. IcHye 6e3mi4 pisaux npudnd L1 1 cTymiab
MOPYIICHHS PYXJMBOCTI BapilO€ThCS Bif JAiTeH 3 Maike HOPMaJbHOIO (DYHKLIE OO IiTeH 3
BUPXEHUMH HOPYIICHHAMH.

V npiteit i3 nepeOpaIbHUM MapajgiueM 4acTo CIIOCTEPIraeThCsl CUIIbHA HAMpyTa (CIaCTUYHICTD) ASSIKHX
M's131B, TOJI SIK 1HIII M'sI3U MOXYTh OyTH ocnadiieHi. JucOamanc Mixk M'si3aMH, sIKi pO3TATYIOThCS Ta
3TUHAIOTHCS HABKOJIO Cyryioba Ha pyKax Ta HOTrax, MOXe NPU3BECTH J0 YKOPOUCHHS M'S3iB Ta
BHUKJIMKATH TIOTIPIICHHS PYXJIUBOCTI Cyriioda (KOHTpakTypa). ¥ Ta30CTErHOBOMY CYTJIO01 y JIESKHX
JiTel ICHy€ PU3UK M'I30BOT'0 HANIPYKEHHS Ta YKOPOUEHHS M'S131B, 1110 IPU3BOAUTH JI0 BUBUXY CTETHA
(BuBHX cTerHa). Y cnuHi aucOamaHc M'S31B MOXKE CIPUYMHUTH TIOSIBY KOCOi CIUHHU (CKOJIO03).
CporosHi icHye KUIbKa pI3HHX METOJIB JIIKYBaHHS, IO J03BOJIAIOTH 3MEHIIUTH HAMpPYry M's3iB i
3amo0IrTé KOHTPAKTYPi Ta BUBUXY CTErHA, ajie BAYKJIUBO, 100 3aX0/11 OyJIM BXKWTI HA paHHIN cTafil.

[TpoTsirom KiIbKOX pOKiB OPTONEINYHI KIIHIKHM Ta LEHTpHU peadimiTauii aitei Ta miamiTkiB y Sweden
(IIIBemii) cmiBmpaIoOTh, y paMkax croiibHOI mporpamu crnoctepexenHs (CPUP) mius miteit 13
nepedpanbHUM napaniyem abo noxioHumu cumnromamu. 3 2005 poky iH(oOpMarltis 3 Hiel mporpamMu
Takox 30upaeTbes A0 National Quality Register (HamionanpHoOTro peectpy sikocrti), i reniep y CPUP
Oepe ydyacTh BCsl KpaiHa.

Merta nporpamu CPUP

3a nomomororo nporpamu croctepexxenass CPUP mu xoduemo 3a0e3neunT cCBo€yacHe BUSBICHHS Ta
JKyBaHHS JAITEeH, CXUIBHUX J0 PU3UKY PO3BUTKY KOHTPAKTypu a00 BUBUXY CTeTHA. MeTa mosirae B
TOMY, 1100 YKO/IHA TUTHHA HE CTPaXKJasia B/l BAXKKOI KOHTPAKTypH a00 BUBMXY CTETHA, 1 00 KOXKHA
JTUTHHA JOCSATIa HaWKpanioi MOKIUBOT (PYHKIIII.

Sk 3ailiCHIOETBCS MOJAJIbIIIE CIIOCTEPeKeHH ?

[Toganpmie croctepexkenHs B pamkax CPUP 3mificHIOETBCS 3a JOMOMOTOI0 TOTO, IO KOMaH/aa
abimiTanii peryiaspHO oOCTeXye Ta MOBIIOMIISIE NPO 3AATHICTH OO MeEpecyBaHHSA Ta (QyHKIT
BIJIMOBITHO JI0 TIPOTPAMHM, aIallTOBAHOI /IO BIKY JIFOAMHH Ta ii 34aTHOCTI IO TepecyBaHHA. Y pasi
3HIKEHHS 3[JaTHOCTI JI0 TIepeCyBaHHs, CIIOCTEPEKEHHSI IPOTIIOHY€EThCSI HAa paHHIM cTaaii, 4acTo 10
TOTO, SIK cTa€ Biomo, 1m0 y nutunu L{I1. ¥ Bili 4oTUphOX POKIB meiaTp OmiHioE, i € y qutuau LT1
YM Hi, @ TaKOX HAasABHICTb IHMMX (I3UYHUX TOPYIIEHb Ta 3axBOproBaHb. PDizioTeparnesT,
€proTeparneBT 1 JIOrore 00CTeKYIOTh Ta KOHTPOJIIOIOTh 3[IaTHICTh /10 TIepecyBaHHs, QYHKIIIO PYK,
CHUIKYBaHHSI, 37JaTHICTh ICTH Ta KOBTATH, & TAKOXK MPOBOSITH MOTOYHE JIIKYBaHHS OJIMH 200 JBa pa3u
Ha piKk 0 miecTUpivyHOTO BiKYy. Hamami oOcTexeHHs 3a3BHYail MPOBOASTHCS pa3 Ha JBa POKH; Y
3pijoMy Billl iHOJI pirie.
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3 imimiatuBu acorianiii kopuctyBadieB RBU (National Association for Disabled Children and
Adolescents (HamionanpHa acoriarfist 1iTed Ta MiUTTKIB 3 00MEXKEHUMH MOXJIHBOCTsIMHU)) Ta CP
Norden oriHka TMCHUXOJIOTOM Ta 3BITHICTh 3 KOTHITHBHUX (yHKIINA Tenep BkiarodeHi B CPUP i
PEKOMEHIYIOTHCS TIepe] TOYaTKOM HaBUAIHHOTO POKY Ta MPUOIHU3HO y 12 poKiB.

Perynsipo mpoBouTECS peHTTeHorpadis CTeroH Ta cmuHU. Yu moTpiOHO B3arali 1 K 4aCTO KOXKHIN
JIFOAMHI CIIi1 pOOUTH PEHTTEH, BUPILITY€E OPTOIIE MicIs 03HAHOMIIEHHS 13 BUCHOBKOM (Qi3ioTepaneBTa
Ta TOPIBHSHHS IMOTOYHOTO PEHTICHIBCHKOTO 3HIMKA 3 TOMEPEIHIMH OOCTS)KCHHSIMHU. PeHTreH
TA30CTETHOBUX CYTJIO0IB IOPIYHO IO ABOPIYHOTO BiKY Ta PEHTI'CH CIIMHU YaCTO PEKOMEHIYIOThCS
JITSM CTapIIOro BIKy Ta MiJTITKaM, Y SKUX PO3BHHYBCS CKOJI03.

CPUP 3ano0irae moripimeHHi0 cTaHy Ta NOKPALLYE A0TJIS

ITporpama CPUP Ha cporojHi 3Ha4HO CKOpOTHJIA KIJBKICTh BUBUXIB CTETHA, 1 Y 3HAYHO MEHIIO]
KUTBKOCTI JIITEH PO3BHHYJIUCS BaXXKi KOHTPaKTypu abo ckomio3. CkopoTwiacs KiUTbKICTh
OPTONEANYHUX omeparliil mo0 KoHTpakTyp. 3aBasiku CPUP Takoxx mokpamuiacs criBmpars Mix
pi3HUMU (HaxiBISIMU OO ITEH 13 IIepeOpaTbHUM HapaiiueM.

B pamkax nporpamu CPUP xomanpaa 3 aGumitariii AUTUHHU Ta JIKap MOXKE CTEXKHTH 32 PO3BHUTKOM
KOHKPETHOI JTUTUHU Ta BHUABJIATH OyIb-sKI TPUBOXKHI O3HAKM Ha paHHIH cramii. [{e myxe BaxyimBo
IUIsL TOTO, 11100 BHOpaTH MpaBUIIbHE JIIKYBAaHHS Yy MOTPIOHUNA Yac A7 KOYKHOI AUTHHH.

VY nporpami CPUP moxyTh OpaTu yuacTs yci aiTi. Bu Takox MaeTe mpaBo MPUITMHUTH CBOIO Y4aCTh
y nporpami y Oyab-siKuii yac.

Jnst nmiteid, siki Oepyth y4acth y mporpami CPUP, skmio Hemae SBHOTO 3amuTy Ha 1HIIE, BCS
iHpopMallis Mpo JNIKyBaHHS JUTUHH, 11 QyHKIIOHAIBHI 3/110HOCTI Ta Pe3ylbTaTH PEHTICHIBCHKUX
JOCITIDKEHb PEECTPYETHCA B HAIIOHATBLHOMY peecTpi sSKocTi. 30ip ycCix AaHUX Mpo JiTeH 3
1epedpanbHUM MapajiyeM y 0a3i JaHUX HAIllOHAIBHOTO PEECTPY SKOCTI PO3IIMPIOE MOKIMBOCTI JUIst
PO3BHUTKY Ta 3a0€3MeUEHHS SIKOCTI MEIUYHOT JOTIOMOTH, JO3BOJISIFOYH 310paTH Ta OLIIHUTH BETUKHI
oOcsr nanux. 3i0paHi 1aHi TaKOX CHPUSAIOTH OTPUMAHHIO HOBUX 3HAHb MPO T€, AK Kpalle JiKyBaTH
npoOjieMHu, TOB'sA3aHl 3 IMepeOpaIbHUM TapajiueM, OTPUMYIOUHM 3arajbHy KapTHHY METO/IIB
JiKyBaHHA MO BCii KpaiHi. Lli 3HaHHS BUKOPUCTOBYIOTHCS Ui BJOCKOHAJICHHS pOOOTH 3 JOTJISALY
JiTeH 3 epeOpaTbHUM MapaaideM.

Peectpanist nanux y 6a3i JaHUX PETiCTPy SKOCTI MOJIETIIY€E CIOCTEPEKEHHS JIIKyBalIbHOI Opuraau
HaJl PO3BUTKOM 1 JIIKYBaHHSIM KOHKPETHOI AWUTHUHU. HaBiTh SKIIO TUTHHA TIEPEBOAUTHCS B 1HITY
JKyBaJbHY YCTaHOBY, 00pOOKa JaHUX MOXKe OyTH MPOIOBKEHA IIIIXOM nepeadi iHpopmarii HOBIl
KOMaH/Ii, 32 YMOBH, 1110 BU HE NOTpeOyeTe MPUITMHEHHS peecTpanii y 3B'A3Ky 3 IIepeBeACHHSIM.

Ha 6a3y maHux HalioHaJbHOTO PEECTPY SIKOCTI MOIIUPIOIOTHCA MOJ0KEHHS PO OXOPOHY 310POB'S
ta mpaBwia Data Inspection Board (Pagm 3 mepeBipku nanux). lle o3nadae, mo it Ha
IHAWBIAYyaTbHIN OCHOBI HE MOXYTh OyTH ieHTH(]IKOBaHI, KOJIH NaHi OyayTh 3BEJIEHI 10 3aralbHUX
3BITIB.

JlropuHa Mae mpaBo yTpuMaTHcs BiJ iHPOpMaLlii, 3apeecTpoBaHOi y HAllIOHATLHOMY PEECTPi SKOCTI,
10 HE BIUTMHE Ha MOJAJIbIIE JIIKyBaHHSA BiAMoBiAHO a0 porpamu CPUP. JlroauHa Takox Mae mpaBo
Ha BUKJIIOUEHHS iH(OpMaIlii 3 peecTpy (IUB. CTOPIHKH, 10 JOAAIOTHCS).

binbm neraneHy iH(OpMamito mpo mnporpamy CPUP MokHa mnpoyuTaTd Ha CTOpiHKax, MIO
JOJAr0ThCs, 1 Ha BeOcaliTi www.CPUP.se

binpm getanbry iHdoOpMmartito mpo National Quality Registers (HamionansHi peecTpu sSIKOCT1) MOYKHA
IPOYMTATH Ha calfTi www.kvalitetsregister.se


http://www.cpup.se/
http://www.kvalitetsregister.se/
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Gunnar Hagglund (I'ynap Xerrnynn)

I"onoBHwmii ikap, peecrparop CPUP

Remissgatan 4, Wigerthuset, 221 85 Lund (Pewmicraran 4, Bireprycer, 221 85 Jlynn)
Enextponna nomra: gunnar.hagglund@med.lu.se

JoxaTkoBa indopmanisi npo HanioHaAbHMI peectp skocti st CPUP
Oo6pooka nauux y CPUP

Oo6pobka mnepconampHux naHux y CPUP perymoerbcs General Data Regulation Protection
(3aranpHuM pernamenToM 3axucty nanux), GDPR, Ta Chapter Seven of the Patient Data Protection
Act (cboMHUM po3A1IOM 3aKOHY IO 3axXHCT AaHuX namieHTiB), PDL. Indopmariis B peecTpi sIKOCTi
CPUP moke BUKOPUCTOBYBATHCS TITBKH ISl PO3BUTKY Ta 3a0€3MEUEHHS SIKOCTI JIIKYBaHHS MMPOOJIeM,
MOB'SI3aHMX 13 LEepeOpaTbHUM MapaiideM, JUIsl CKIaJaHHs CTATUCTUKHU Ta JUIS JOCHIHKEHb Yy raiy3i
OXOPOHHU 3710poB's. [HPopMallisi TakoK MOXKe OyTH PO3KpPUTA MICISI KOHTPOJIO KOH(DIICHIIIIHOCTI
0co01, sika BUKOPHCTOBYBAaTUME AaHi JJsi Oynb-sKoi 3 HuX Tphox mineil. [lpu cknananHi JaHuX He
BKA3Y€ThCA HAIIOHATBHUN pEECTpaIliiHUi HOMEp YW iM's — TIOJIaHHS JaHUX BiIOYyBa€ThCA
aHOHIMHO. SIKIIO MOXHa po3KpuBaTH OyAb-aKy iH(popmamito 3 CPUP, ne MoxxHa 3poOuTH B
€JICKTPOHHOMY BUTJISIII. 3 TUTAHHSIMHU PO MPaBa BU MOXKETE 3BEPHYTHCS JIO CITIBPOOITHHUKA 3aXHUCTY
TaHUX.

Axmo By He xouete Opatu yyacth y CPUP, To iHbOpMariis mpo J0IuHY HE PEECTPYETHCS Y PEECTPI
SIKOCTI.

[leHTpaJLHUM KOHTPOJIEPOM JAHUX /T 0OpOOKH y 3B'I3KY 3 JAaHHUMH MPO Bac, M0 30MPaArOTHCA
st CPUP, € Regional Executive Committee in Region Skane (PerionanbHuii BUKOHaBYHN KOMITET
y perioni CkoH).

BignosinansHum 3a 3axuct ganux y Region Skane (perioni Cxon) € Per Bergstrand (Ilep
beprcrpann). Aapeca: Dastaskyddsombudet, Region Skéane, 291 89 Kristianstad
(Jacrackincombyner, Perion Ckone, 291 89 Kpicriancran). Tenedon: 044-309 30 00. Enekrponna
noinra: region(@skane.se

PeectpaTop — Gunnar Higglund (I'yanap Xerramynn), oproneanyna kiinika, Skane University
Hospital (YHuiBepcurercoka mikapus Ckone), 221 85 Lund (JIynn).

Enextponna nomra: gunnar.hagglund@med.lu.se

CekpeTHicTb

[Hdopmartis ipo IOAUHY 3aXUIleHa 3aKOHOM PO KOH(DIACHIIHHICTE y Taly31 OXOPOHH 37I0POB'S Ta
MEINYHOTO 00CTyroBYBaHHsI, 1110 MicTUTECS Y Public Access to Information and Secrecy Act (3akoni
PO JIOCTYT TPOMAACHKOCTI 110 iH(opMarlii Ta TaeMHuili). Sk mpaBuiio, e o3Havae, mo iHdopmartis
3 peectpy CPUP moxe OyTu pO3KpUTa TIABKH B TOMY BUIAJKY, SKIIO 3pO3yMiJIo, IO Hi cama
JIIOJIMHA, Hi i1 OJIM3bK1 POaUYl HE TIOCTPAXKAAIOTh, SKIIO iH(OpMaIllis Oyne po3Kkpura.

Be3neka

Indopmaris npo moauny y peectpi CPUP 3axuimieHa Bii HECaHKIIOHOBAaHOTO BHUKOPHUCTaHHS.
IcHyroTh cneriaabHI BUMOTH IO 3aXOJiB O€3IEKH, fKI, 30KpeMa, O3HA4alTh, IO TOCTYI IO
iHpopMalii MOXKYyTh MaTH JIMIIE Ti, KOMy BOHa HEOOXi/JHa JJIs PO3BUTKY Ta 3a0€3MEeUeHHS SKOCT1
MEIUYHOI TOTIOMOTH, III0 HEOOX1THO MEePEBIPATH, UM HE OTPUMAaa JOCTYITY 10 iHPOpMAIIii CTOPOHHS
TMOaUHA, 1m0 iHpopMallis Oyne 3axuiieHa mu@pPyBaHHIM 1 IO BXiJ A0 CUCTEMH IS JOCTYIY 0
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3aBJIaHb MOJKE 3I1HCHIOBATHCS JIMIIIE OE3IIEYHUM CIIOCOOOM.

Hoctyn

Kureni perioniB, axi noBimomssitorb CPUP, maroTh mpsmuii noctyn no iHQopmarii, Ky BOHU
noBimomuan B peectp CPUP. XonmeH mnocravadpbHUK TOCIYr HE Ma€ MPSIMOTO JOCTYITY [0
iHpopmanii. Sk ocoba, BiANMOBiZaTbHA 3a PEECTP, PEECTPATOP MOXKE OTPUMATH JOCTYI JI0
iHpopmarrii.

CxkpuHiHr
3a pimenHsM apxiBHoro oprany Region Skéne (periony Cxone) iHdopmamis 30epiraeTbcs B
ICTOpUYHUX, CTATUCTUYHNX Y HAYKOBHX IIIIISAX.

Bawi npasa

e [le noOpoBinbHA CIIpaBa, i BU MaeTe MPaBO BIAMOBUTHCS BiJ peecTpalii iHpopmarii npo Bac y
peecTpi SIKOCTI.

e Bu maeTe mpaBo y OyAb-KUI 4ac BUAAIUTH 1HPOPMALIiI0 TIPO cebe 3 peecTpy SIKOCTI.

e Bu maere mpaBo mi3HaTHCS, YU € 1HPOpPMAIIS MPO BaC y PEECTPl SIKOCTI, 1 B I[bOMY BHIAJAKY
0E3KOIITOBHO OTPUMATH ii KOMIiI0, TaK 3BaHy BHUIIMCKY 3 peecTpy. Bu maere mpaBo oxepkaTu
iH(opMaIlifo B €JIEKTPOHHOMY BUTJISIII.

e Bu Mmaere mpaBo Ha BUIIPaBICHHS HempaBWwiIbHOI iHpopmanii mpo Bac. Bu maere mpaBo Ha
JIOTIOBHEHHSI HEMTOBHO1 iH(OpMaIrii.

e 3a MeBHUX YMOB BH Mae€Te MPaBO BUMararu, mod oopoOka iHpopmarii Oyna oomexena. Lle mie
MIPOTSITOM TOTO Yacy, MOKH pO3TIIsSAaloThes 1HIII 3anepedeHHs. OOMeKeHHsI 03HaJae, o PEECTP
SKOCTI HE MOke 00poOJIATH 1H(pOPMaLiI0 PO Bac OyAb-SKUM YHHOM, OKPIM SIK IIPOJIOBXKYBAaTH
ii 30epiraTu.

e Bu MaeTte npaBo Ha iH(popMaio mpo Te, AKi MiAPO3ALTH AOTIISAY MaIH AOCTYH 10 iH(pOopMaLii mpo
Bac 1 KOJIM, TaK 3BaHE BUITYUCHHS JKyPHAIIB.

e Bu MoxeTe MaTH MpaBO HA BIAIMIKOAYBaHHs 30MTKIB, SKIIO iH(GOpMAIlis npo Bac 00poOIseThCs,
nopymryroun General Data Protection Regulation (3aranbHe mosio)eHHs Ipo 3aXUCT JaHUX ) a00
Patient Data Protection Act (3akoH Ipo 3aXUCT JAHUX TMAIIEHTIB).

e Bu maere mpaBo momatu ckapry no Authority for Privacy Protection (YmpaBniHHS 3axucrty
IPUBATHOTO )KUTTH), IKE € KOHTPOJIIOIOYMM OPTaHOM Y 1L ramy3i.

AHrwo 6u xoueme ompumamu 000amkogy ingpopmayito npo CPUP 36'scimovcs 3:
Gunnar Hiagglund (I'ynap Xerriynn), peectpaTop

CpUP

Remissgatan 4, Wigerthuset (Pemicraran 4, Bireptycer)

221 85 Lund (JIyun)

AKujo 8u xoueme ompumamu 8umse 3 peeCmpy, HaoiuLlims RUCLMOBULL 3aNUM HA AOpecy:
Gunnar Hiagglund (I'ynap Xerraynn), peectpaTop

CPUP

Remissgatan 4, Wigerthuset (Pemicraran 4, Bireptycer)

221 85 Lund (JIyun)

BxaxiTh Ha3By pericTpy Ta BiIUTIJICHHS TSI IOTIISALY, 1€ OyJ1o 310paHo iH(pOopMaIlifo.

3asBa Mae OyTH MiAMUCAHA BiJ pyKH
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Axruo eu xoueme suoanumu iHghopmayiro npo OUMUHY, 36'4Cimvbces 3:
Gunnar Hiagglund (I'ynap Xerriynn), peectpaTop

CPUP

Remissgatan 4, Wigerthuset (Pemicraran 4, Bireptycer)

221 85 Lund (JIyun)

BxaxiTh Ha3By pericTpy Ta BiTIJICHHS TSI IOTIISALY, 1e OyJ1o 310paHo iH(pOopMaIlifo.

3asBa Mae OyTH MiANUCAHA BiJ pyKH

AHrwo 8u basicacme ompumamu iHgpopmayiro npo docmyn 00 iHghopmayii npo oumumy, 36epmatimecsi
0o:

Gunnar Héagglund (I'ynap XerriyHn), peectpatop
CPUP

Remissgatan 4, Wigerthuset (Pemicraran 4, Bireptycer)
221 85 Lund (JIynm)

BkaxiTph Ha3By pericTpy Ta BiJIUIEHHS U1 JOTIIsAY, e Oyio 3i0paHo iHdopMmariito.

3asBa Ma€ OyTH IMANMKCAaHA Bl pyKH
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