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"Evtomo TAnpo@opnons Kot cuyKatdeons Tov ac0evav Yo T GUUNETOYY] OTO UNTPDOO TG
Avtoocopatikig Yroreumopevng lorlvkvotikiig Nocov Neppdv
(Autosomal Recessive Polycystic Kidney Disease, ARPKD)

Merétn ARegPKD
Epnvevetig g perétng: Avaminpotig:
Max C. Liebau, MD Kathrin Burgmaier, MD
Tpnua Houdratpikng Tuquo Hodrotpkng
Hovemomuiaxd Nocokoueio Koloviag IMoavemommuokd Nocoxopeio Kodwviag
Kerpener Str. 62 Kerpener Str. 62
50937, KoAmvia 50937, KoAwvio
Teppoavia Teppovia

Avyamnroti yoveig,

O yotpd cag €yel KAvel TN ddyvoorn oto Todl 6o TG «AVTOCOUATIKNG YTOAEUTOUEVNG
[olvkvotikng Nocov tawv Neppdv» (ARPKD) kot cag €xet {ntnbel va cvppetéyete otn pekétn
aclevav Tov untp@ov g ARPKD. Mg 10 évrumo avto, BéAovpe vo Go¢ SOCOVUE L0 YEVIKY
€IKOVA Y10. TO OKOTO TOV UNTP®OL, KaOdG kol yio to mBavd opéAT Kot TOvg KvdOVoug Tng
ovppetroyns ooag. Ilapokaiodpe aglepdote Alyo ypdvo vy va Swpdoete Tig axdAovOeg
TANPOPOPIEG TPOCEKTIKG Kol VO GUUPOVAEVTEITE TO YIOTPO GOG EAV £XETE OMOIECONTOTE EPWTNGELC,

T givan yvoot1o 710 Tnv ARPKD;

H ARPKD eivar éva cvyyevég voon o mov ennpedlel TpoodevTikd Toug veppoig Kat To frap. Eivat
pio omdvia, oAAd cofapn vOGOG OV OmOTELEL ONIOVTIKY OTio TEAKOD GTAdI0L VEQPIKNE VOGOV,
Kupiog katd tnv modikn ko v gonPiky nikic. H ARPKD upmopel va mapovciactel pe
OLOPOPETIKE. GUURTOMOTO Kol O€ OQOPeTIKEG MAkies. Evd moAiol acBevelg eppaviCouv
CUUTTOMOTO KOTO TV TPAOTN ToLdIK NAKI - 1 akOpo Kot Tpty TN YEvvnon -, GALotl eppavifovv
TO TPMTO, GUUTTOLOTA KATA TO TELOG TG N Peioc. Emiong vmdpyet peydin motkidio, GOUTTOUATOV
o€ aoBeveic pe ARPKD, axopa kot petald macyoviov adeloov. H ARPKD npocBdaiiel mavta 1o
Nmoap Kot 0dnyel o€ {vwon Tov Mratkod 16Tov. e moAlovg acbBeveic eupaviovior veppucég
KOoTElS, KOOMC Kol €vOOVEPPIKES KOMOTNTEC ToL Yepilovv pe vypd. Qotdéco pmopel va
GUUUETEXOVV Kol GAAL OPYOVOL.

H ARPKD cgivol pio cuyyevic vOGoc. ZOUQ@VO, e To PEXPL CNUEPO EPEVVNTIKA OEOOUEVA,
TPOKOAEITOL KLUPIOG amd PeTAALAEELS o€ Eva povadtko Yovidio mov ovopdleton PKHD1. H ARPKD
glval pio vrolemdpevn vocsog, mov onuaivel 0tL o1 acBevelg Exovv 600 avtiypapa tov yovidiov,
eV 01 — GVVHOMOG Ol Un TAGYOVTEG YOVELG TOUG — £YOVV €Vl DYLEG KOl TAGYOV OVTIIYPOpO TOV
yovidiov.

Méoa ota televtaio 10-15 ypdvia €xet yivel kdmolo TPOOSOG GTNV KATOVONGT TV UNYOVICUDY
OV 0dNYOVV GE TOAVKVOTIKY VOGO TV VEPP®V. Q6T060, oKl dev vdpyel Bepameia yio v
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attio g ARPKD. Ta dedopéva oyeTikd e T Lokpompofesn KAviKn avtamokpion ot Bepaneio
TOPOUEVOVV ALYOGTAL.

Evo mpoywpovpe oty avalntnon pog yio optotikni Oepomeia, sivor onpovtikd yio pog vo pdbovpe
660 70 dVVaTO TEPIGGOTEPA Y10 QLTH TN OTAVIO 0AAG coPapry vOco, mote vo Peitimbel n
KOTAVONOT) TOV VIOKEIPEVAOV UNYOVICUAOV Kot TG KAWVIKNG mopeiog Tng ARPKD.

Iovor givan o1 6TOYOL TOV PNTPAOOV KaTaypaPr)s acfevedv ne ARPKD; INaoti dievepysiton n
perétn ARegPKD;

Q¢ éva molveBvuco untpmo 1 perétn ARegPKD Ba ddoet ) duvatdtnta vo curieyBoldv dedopéva
acBevov pe ARPKD and dwapopetikd kévipa og dho tov koouo (kvpiog otnv Evpdnn). Eival
OTOY0G LOG VO KOTAVOT)GOVUE 0T T VOGO TOAD KAADTEPQ ad OTL GTUEPQ KOL VO, TPOGIIOPIGOVE
.Y TO COUTTMOUOTO KoL TV Topeia TG mov pmopel va kabopifovv pia nma 1 coPapn e£EMEN g
voeov. Mmopel kamotot acbeveic va emoeeindovv and tnv mpoiun Oepaneio; [Toeg dtapopeTikég
OepomenTikég TPOCEYYIGES €YoV SOKIMOOTEL UEYPL ONUEPU OV E£0€150V KOAG OMOTEAEGHOTOL,
EmimAéov, otox0c pag eivatl vo WAEOLLE Y100 TO YEVETIKA OITLOL TNG TOPATPOVUEVG TOIKIAMOG TV
CUUTTOUATOV. YTAPYOVV YEVETIKEG OAAQYEG TTOV TPOTOTOLOVV TNV £EEAMEN TNG VOGO

AVt o EpOTAOTA UTOPOBV va amavTnBodv uovo péca oto TAaiclo evog d1ebvoidg punTpdov to
omoio Ba cupmeprroppavel acbeveig and moArd kévipa. Kabobgn ARPKD eivar pio ondvia vosog,
KkéOe Kévpo €xel pOVo meplopiopévn gumelpio oe avt ™ Owartapoyn. o mapddetypa, pévo
nepinov 30 acOeveic pe avtn ™ Sotapayn yevviobvtar ot eppovia kdbe ypdvo. v tehevtaio
ocvAloyn otoyeiov yoo ™ [epuavio meptroupdvovror 164 acbeveic. 'Etol, Oa Oélape va
GVALEEOLLLE BEQOUEVH ATTO JLUPOPETIKA KEVTPA o€ OAN TNV Evpdnn e pio kevipikn Kataypoen
Yol voL KATaANEOVLE GE EVPVTEPT] KATAVONOT| TG VOGOL. Ta dedopéva Tmv acbevav Ba culdiéyovtan
pe ™ ¥pNon Yevdovopmy (PA. TapaKAT®) KoL TO UNTPMO Hag puropel va ypnotpomoindel g pio
KevTpikn Pdon dedopévev yuo perrovtikéc Bepamentikég peiétec. To untpdo €101, vrootnpileton
.y and v eppoavikn TTadatpiky Nepporoywkn Etapio (German Pediatric Nephrology
Association, GPN).

Iovog propei va coppetéyel oty kotaypoen; Iog va eyypogeits;

Mobvo ot yuatpoi pmopovv va vrofaiiovy dedopéva ato untpmo g ARegPKD. Aev pmopeite va
vroPaidrete pwovol cag To dedopéva coc. Kabe acbevng ue ARPKD, Onivikod 1 apoevikod gOAOL,
ond1d Ko EVIAIKEG, LTopovv va cvppetéyovv otnv ARegPKD. Edv 1 vocog ennpedlet ko ta dAla
HEAN NG O1KOYEVELNS, o0¢ (nTovue Vo evUEP®BOVY GYETIKA LE TO UNTPDO oG 26TOGO, LOVO O
YWTPOG GO UTOPEL Vo CUUTTEPIAGPEL dedopéva, LOALG £XETE LTOPAAEL YPATT GLUVAIVEST] LETH OO
TANpoPOpNON.

ITovor dgv propovv va, GOUUETELOVY GTO UNTPAOO;

Aocbeveig Tov £yovv dayvmaBel KAVIKA, YEVETIKA 1 L€ IOTOAOYIKN EKTIUNGT OTL TAGYKOVVY amd €va
GAAN KVOTIKY] VOGO T®V VEQPOV, dtapopetiki arnd v ARPKD, dev pmopodv va cuppetéyouy.
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Hog owéayetor ARegPKD; Ilow dgdopéva oviréyovrar; Iloweg eEetdoeig  Oa
TPAYRATOTOU00VV;

AV GUUQ®VEICETE, TO 0TPIKO TPOCWOTIKO GTO AVTIOTOWXO Vocokopeio cag Oa meptiapfdverl ta
dwbéoipa KAviKd Oedopéve, Ty, CLUNTOUATO, EEETUCELS LIEPNYMV, EPYOCTNPLOKEG TUUEG,
OIKOYEVELNKO 1GTOPIKO, OMOTEAECUATO OO VEQPIKES KO NTOTIKES Ployieg Kot YEVETIKEG PEAETEG
ot Pdon dedopévev Tov PNTPOOL PEGH JadKTOOV. AVTA Ta dedopéva Ba Kataywpobvtal pe
YELOMVLLO, TPAY LA TOL onpaivel 6Tl To Ovopa kot 1 dtevBvvon cog dev Ba cvumeptiappdvovtat.
To 6voud cog o avtikatactadel amd éva ID-kwdikd mov O amotereital amd Evay KmOKO Yo TO
KEVIPO KOl Evay TPOSOTIKO KK (1.y. o Xdapt [Totep oto Kolwvia Ba givar o 01-13). Mdvo o
ytpoc cog Ba gival oe Béon va cuvdécel avtd Tov Kmdkd ID pe to 6voud coc. I'ia To okond
avTd, 0 Y1Tpodg cog Ba €xet pia Alota, 1 omoia dev Ba eitvat TPOGPAGIUN Y10 TOVG GVVTOVIGTEG TOV
UNTP®OVL. Xg eEAIPETIKES TEPUTTMCELS, T LEAT] TNG OLAOAG GUVTOVIGHOD TG LEAETNG Ba el0arydryouv
TPIKA 3E00UEVA 6TO UNTPMO. DVGIKA OV TE ToL LEAT LITOKEWVTOL ETIGNG OE WOTPIKO ATOPPNTO.

2NV €010 TOPAKOAOVONOT TOL TOd10V GOC, TA VEN CUUTTOUATO TOL UTOPEl Vo £yl avamTHgel
N aAAay€G OTNV VEQPIKN KoL TOTIKT Agttovpyio B0 GUUTANPOVOVTOL GTO UNTPAOO.

Edv t0 mandicag cuppetéyel 10N o€ modITPIKY VEQPOAOYIKTY UEAETN, .. TN MeAétn 4C (uedét
KOPIYYEWLKNG GUVVOCTPOTNTOG GE TAdLd e ypdVIoL VEPPIKT VOGO), GLUYKEKPIUEVA dedouéval
umopet, edv GLUEMVEITE, Vo petagepBovy amd ™ Pdon dedopévav T LEAETNC TTOV 10T GUUUETEYEL
To modi oag ot Pfaon dedopévav g ARegPKD. Avto eivat 0mokAeloTikd 6uvaTo Yo To. SESOUEVA
7oL €xevv ANEOEL Yio TV TPOTN PEAETN, Y. TNV NAKia, TO HYoc Kol TV advéNon Tov Todlov cag
N TOV TOV TOV €pYAcTNPion. AVTA 1) LETAPOPA T®V GTOLXEI®V O1EVKOADVEL TO £PYO TOL UNTPDOOVL,
KaOdG avtd Ta 10N VIEApovTa dedopéva dev XPEALETaL VO KATaY®POOVTOL 6T BAcT) dESOUEVDV
v 0evtepn @opd. Ilpoeavag ta dedopéva Ba dtatnpodviol e Yeundmdvoupo ovd mhoao ottypn. Ta
dedopéva mov Ba petapepOohv HTOPOLY VO, GUGYETIGTOVV LE TO OO GOG LOVO 0mtd TO AvTIGTO(O
WTPIKO TPOSOMIKO.

Ye TMepImTOON ONUOVIIKAOV OAAAY®V TOV emotnuovikod otdyov t¢ ARegPKD, 0a mdpete
npocbeteg TAnpopopieg and 0 ARegPKD pécm tov yuatpov cag.

Koatd v dnuovpyia Tov €pyov 1 avticToyn EMTPOR dEOVTOAOYING GUUPOVAELE TOVG EPEVVITEG
ov ocvvétaéav ™ pelétn. H avtictoyn emitponr) deovioloyiag €xel ykpivel tn UEAETN NG
ARegPKD.

IAnpogopicg oyeTikd pe Ta froroyika osiypora. [log Oa Anedovv ta Broroyika dciypata; Tr
00 ovppei pe avtd To deiypato;

Orav Aappavetor deiypo aipnotog KaTd T SGPKEWD LI0G EXICKEYNG POVTIVAS, UTOPOVE AGBovpLE
éva emumAéov deiypa aipotog pe v idwo evkoaipio. To m0cd TOL aipaTog TOV amatTeiTal Yo 0V TEG
T1g ovalvaelg Ba givar 5 €og 30 ml. T ta pikpd Toidid Oa petdcovpie to 1066 oto eAdyioto. Katd
™ dudpxeln g vocov Ba maipvoope 2-10 ml aiparog pio @opd kdbe ypoévo. H dadikacio Ba
emovaiapfaverol 6tav yivetar apoAnyio Kotd tn didpkeln piog emiokeyng povtivag. Emmiéov,
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0o cvAAéyeton delypa obpwv (10-15ml) otig emokéyelg povtivac. Ta deiypata o amobdniedovral
KeVIpKa og éva, epyactnplo oto Nocokoueio [aidwv g latpikhg Xyoing tov AvoPepov ot
Ieppavia. Av coppoveite, ta delypota PTopovv vo €EETOGTOVV Y10 YEVETIKEG OAAOYEG TOL
evoéyetarl va emnpealovv v ARPKD. I'a 10 okond avtd, BEAovpe va, avaAOGOVLLE TO YEVETIKO
VA Tov detypdtov 16tov (DNA) pe Kovotopes TeYVIKEG VYNANG avVAALGNG Y0 TIS YVOGCTES
OAAOYEG TOL GLUVOEOVTOL UE KLOTIKG VOONUOTO TV VEQEP®OV, ALl emiong va e&gtdoovpe yuo
OAAOYEG IOV OEV £X0VV aKOUT TTEPLYPOPEL. AV BpoVLE YEVETIKEG AALAYEC TTOV EIVOL YVMOOTEC Y10, TV
ARPKD, 7.%. 610 yovidio PKHD1, umopodpe vo evuepdcovpe 1o yaTpod 6ag, v To emfupeite.
Ye OplopEVEG YDPES Ol TANPOQOpieg OYeTIKA pe yevetikés ohiayéc oto PKHDI1 elvar 1dn
drabéoipeg yro ToArovg acbeveis.

2V TEPINTMOT TOL £YOVLE WTPIKA GVUTEPACHATO OTO delypLata amd 604G, Tov Bo Ntav (MTIKNAG
onupoaciog yioo T STpnon N OTOKATASTACN TG LYENG TOL TAd00 6ag, 0 YTpdg cag Ba
evnuepmBel ko 8o culntioovpe Tepartépm dradikacies. Yo opiopéves cuvinkes, iowg ypetootel
VO ATOKOAVYEL QVTEG TIG TANPOQOPIES GE dloPOopeTIKA TAaiowd (.. TPV amo TN COVOYT MG
acpdrong Long). Edv dev Bédete va evnuepwbei o ylotpdg cag, pmopeite va ekppdoete avtd 610
@Oppa cvvaiveong HeTd amd TANpoedpnorn. Ot yevetikéc avaivoelg Bo mpaypatonombovy ce
cuvepyacia pe Toug etaipovs poc. Avtol eivon ent tov TapodVTOG Ot

Dr. Bodo Beck

Institut fiir Humangenetik
Uniklinik Kdln

Kerpener Strafle 34
50931 Kdln

Germany

Prof. Dr. Carsten Bergmann

Bioscientia Institut fiir Medizinische Diagnostik GmbH
Labor Ingelheim mit Zentrum fiir Humangenetik
Konrad-Adenauer-Strafie 17

55218 Ingelheim

Germany

Prof. Dr. Klaus Zerres
Institut fiir Humangenetik
Uniklinik Aachen
Pauwelsstrafle 30

52074 Aachen

Germany

Edv to moudi cog - yo wrpikovg Adyoug —vmofAndei og Proyio veppod 1 oo, 1 floyia kdmwolov
dAAov opydvov, Ba Béhape va cviAexBel éva pukpd koppdtt omd ™ Poyio Tov TAGKOVTOG
veppoO/MTatog, T0 omoio Bo @uAaybel Yo TEPAUTEP® HOPLOKEG, YEVETIKEG 1] OVOGOAOYIKEG
OVOADGELG KO Y10 TEPALTEP® EPEVVA GYETIKA LE TG mBavEG Bepameieg Tng vocov. Me v éykpion
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o0G, 0VTA Ta delypata pmopovv vo Anebodv Katd t didpkela TG Proying yopic tepartépm PAGPN
Kot Yopig peimon Tov S10yvemoTiK®v duvatottov. Aev Ba vrapéel kapio Tepaltépm mTopéupaon
Yo TNV 0TOKTN O™ SEIYUATOV Y®pic va vdpyet wtptkn Evoelln. Emmiéov, 1 ARegPKD npoceéper
™ SvvoTOTNTO HKPOOKOTIKNAG OVAALONC VAKOV Proyiog amd €vov debvdg avayvopiopuévo
eumelpoyvapova, o v ARPKD (o Aeyopevn a&loldynon wetoroyiag avagopds). H aoddynon
wotohoyiag avagopds Ba mpaypatomombel and tov kabnynty Ap R. Biittner oto Ivotitovto
[TaBoioyiog amd v Havemotpiokn KAwvikn e KoAwviag. Ta arotehéopata Bo kotvomolovvtat
610 YwTpd cag. To vAKod mov amopével, To omoio dgv Ba ypnoiporombel yio v avdivon Oa
amoONKEVLETUL GTO YMPO TG LOTOAOYING AVaPOPAS:

Prof. Dr. Reinhard Biittner
Institut fiir Pathologie
Uniklinik Koln

Kerpener Str. 62

50937 Koln

Germany

Méoa 1o untpmo g ARPKD Bioioyikd delypata mov cuAriéyovtal Oa amobnkevoviol 6 pio
Aeyouevn «Protpdmelon, mov onpaivel deiyparta aipatog (aipa, TAdopo, opdg), detypata 16To TV
VEQPPOV K0l TOL NTATOG, KOl EVOEYOUEVMG dETYITA froyidy amd GALOVS 16TOVC. ATd 0wTOVE propel
va e&ayBel yevetikd vAKO, 10 onoio emiong Bo amobnievtel. Metd ™ ¥pNoN YELOIGVOUOV TA
oetypota Ba dtatnpnBodv oto [adiatpikd Kévipo Epevvav g latpikig XyoAng tov AvvoPepov
(Evomompévn Blotpamela AvvoPepov), vitd ) devbuven tov kab. Ap. T. Illig:

Prof. Dr. Thomas Illig

Pédiatrisches Forschungszentrum
Medizinische Hochschule Hannover
Carl-Neuberg-Str. 1

30625 Hannover

Germany

Me ) ovykotdfeon cag ta Proloywd delypata Ba ypnoyomomBovy udvo yio TNV EMOTNUOVIKN
€PEVVO. OE KULOTIKEG VOOOVUC TV veEp®V. To ATOTEAEGULOTO TOV YEVETIKOV OVOADCEDV Ba
amofnKeLTOVV EEYMPIOTA O TO, TPOSMOTIKE 0a.G SEGOUEVE Kot dEV B0l LTOPOVV VAL AVTIGTOL(IGTOVV
oTov €0uTtd oag ympic T Pondela Tov yiatpod cag. [IpdsPacn ota deiypoTo pe YeuLd®VOO Kot
070 OEOOUEVA TTOV ATOLTOOVTOL Y10, TV avaivon pmropel vo (et ya emotnpovikég perétec. To
o1ToOVIO KEVIPO TPEMEL v 6TelAOVV ypamTd aitnpo mpog v Xvvroviotik] Emitpomn (tnv
emotnuovikny devbovon g évoong ™c ARegPKD, 1 omoio omoteieiton omd mOAAOVG
eunelpoyvopoveg oty Hadwtpik Nepporoyia and drapopetikég ympeg). H aitnon pmopel va
katatedel povo PETd omd a&loAdYNON TNG EMOTNUOVIKNAG HEAETNG amd emTpony deovtoroyiag. H
Yvvtoviotikn Emitponn 0o amo@acicel oyetikd pe v aitnon.

Ta detypato Bo amobnievtodv 610 AVvoPepo, aAAd pUropel, VIO OpLoUEVES GLUVONKEC, VO GTOAODY
o€ aAleg Béoelg (T.y. EpYOoTNPLIO) Kal, EVOEXOUEVMG, O AAAEG DPpeS. 26THG0, £YETE TO dIKOIMMUO
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va {nmoet v e&dietyn TV Serypdtmv cag avd Taoo otryun. Ta dedopuéva mov Exovv 110m e&aybel
0o wapapévouy evioc TG HEAETNG, akOUN Kot META TV eEAAEYT TOV JEIYUATOV GOG, YO, OGO
YPOVIKO SIAGTNLO ECELG CUUPOVEITE.

Kabodg 1 ARPKD eivanr po omdvie kot Eexoplot vOcog, To. detypoto eivar oAy vyning
emotnuovikng a&lag. Qg ek ToHTov dev Ba eEahelBOVV HETA OO EVOL OPIGUEVO YPOVIKO OPIGUEVO
1POVOo, aALd Ba amobnevToHV Yoo AdOPLoTO YPOHVO.

Oa vrapovv mpdobetes eEeTaoerc | emmhéov emokéyels o v ARegPKD;

Oyt O yuotpog oag Oa elcaydyet To dedopéva 6to untpmo. Aev Ba vrdpéet kopio emmiéov e€€taon
N eMICKEYN GTO VOGOKOUEID MEPO M TIG AmOPOIiTNTEG Yo TNV TOPAKOA0VON G povTivag Tov
TO0100 Gag. Agv Oa vTapyovV eMmPOcHETEG Ao Yies.

Ynrapyovv kivovvor amé ) coppetoyn otn perétn ARegPKD;

H ARegPKD egivor pio peiétn tov untpoov. Evtog ARegPKD Ba kataywpnBodv dedopéva mov
NN vrdpyovv vy to modi cog. Aegv Ba vmhpEer xopio aAiayr otn Ogpameio 1 mTpdoOeTeg
mapepPacelg yuo o untpdo s ARegPKD. Agv Ba vrap&et kapio emmAéov apoinyio, oAAd Oa
GUAAEYOVTOL LUKPE SEIY AT OUILOTOG LOVO KT TIG OVOLYKAIEG Y10l TV TAPUKOA0VON G TOL TS0V
cog opoAnyieg mov Ba yivovray ovTmg 1 GAAMG.

Thv képdog Ba &xete £o6¢gig 1 0 YTPOS c0g amd T ovppeToy; Yndpyer kdmowo kéoTog; O
£YETE OTOLHONTOTE AVTATOO0GT;

Ext6¢ amd ™ duvatodtnto va AapPavovtor e€etdosig Tov avalvovtol omd Evav e101k0, KoOdg Kot
T ThavoTNTA VO TANPOQOPTDEiTE GYETIKA UE YEVETIKEG AALOYEG TTOV UTOPEL VOl £XOVV TPOKOAETEL
™ VOG0 oag, N ovppetoyn otn perétn ARegPKD dev éyetl xavéva mepottépw kEPSOC Yoo 0O,
Avvntikd, 6Aot ot ARPKD acBeveig pmopel va enmepeinbovv and ta amoteréspata mov Oa
eMTELYOOVV GTO TANIGIO OVTNE TNG UEAETNG UNTPDOOV.

Ta cuvoedepéva kévipo Oa ThpovV TANPOPOPIES YO TIC GUVEYEIG KAVIKEG OOKIUEG M TIG VEEG
BepamevTikég emAoYES Ypiyopa. Agv Bo vdpet kaveéva KOGTOG Y10 TOUG CUUUETEXOVTEG.

IIAnpo@opicg TOV A.YPOPOVY TNV TPOGTUGIN OEOOUEVOV

Ov kovoviopoi 10TPIKoD 0moPPNTOV KOl TTPOGTOciag oedopéivov 0o akorovOoovv. Ta
TPOCOTIKA 0edouéve Kol ol wWTpikés eEeTdoeg evrog Tov puntpoov s ARPKD 0Oa
GVALEYTOVV Kl 00 aroOnkevTOoUY e ao@ai] TPOTO 6€ amevOeiog GUVOEST NE OLUKOMIGTI] GE
o, Baon ogdopévav mov Pacileror oto SwwdikTvo, TPV Vo avaivBovv. H miektpoviki
0001 KEVO KOL 1] AVAAVGT TOV 6TOLEI®V B0 TIVEL PE YEVOMVVNO, TPAYNO. TOV GTPAiveL 6TL
70 Ovopd ocog 0o aviikatootoBei omd fvav avayvopleTike mTov amoteigitor améd éva
AVOYVOPLETIKO Y10 TO KEVTPO Kal VOV TPOSOTIKO KMOKO (.). 0 Xdapt [1éTtep otnv Kolwvia
og¢ acOevn) 01-13). Ovte n axpifiig nuepopnvia g yévvnong, ovte 1 o1evOvven Ba sroayOei.
O pivag kot to €tog yévvnong, Ba mpémer va oviréyovror. O ywatpds cag Ba eicaydyer Ta
ogoouéva otn Pacn ooopivev pEcE® E£VOS KMOKOV TPOSPacNS-TeEpLopiopévn meproyn g
wtocerioag pne ac@diere SSL, (SSL: Secure Sockets Layer, éva mpotékoiro ywo TNV
KPUTTTOYPAONG1 TANPOQOPLOV péc® ToV Atadiktoov). H Baon dedopévov Oa toroetn0si o
éva dloKkopoT), 0 0moiog Oa cuvrnpeitar awd To VITOLoYLoTIKG KévTpo Tov TlavemoTnpuiokov
Noooxkopeiov g Kohmviag kot 0o toro0etn0sei 610 KéEVTPO vIoroyIoTAOV TOL IlavemoTnpiov
¢ Kohoviac. 'Exete owaiopo 6Tig ANpo@opies TV ded00pévov Kol 6T o10pdmon tov
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havBacpévov ctoysiov. H petdadoon oedopévov propei va copfel povo pe yevd@vopo o€
EMGTNUOVIKG 1W0POpaTe TNG KOTELOLVONS TOL UNTPOOV KO OTOVS ETIGTIHOVIKG
ovvepyalopevovg etaipovg. ‘Olor o1 epTAEKOPEVOL PUOIKA 00 AVTINETOTICOVY TO OEOONEVA
ovTd gpmotevTikd. H perddoocn propei emiong va yivel 61ovg cuvepyaldpevoug eTaipovg o€
GALES Y OPES. AV 1] TPOCTUGIN TOV OEOOPEVOV GE AVTEG TIC YOPES OV Elval 1010 e TO eMimEdO
npootociog TV ocdopévov otn Deppavia, otnv ARegPKD 0o mpoomabicovps va
01T POV UE TO EMITEDO TPOoTUGiNG OEd0uEVAOV TOV e€acparileTarl otn ['eppavia.

Y& TEPITTMGT ONUOGIEVGIG TOV UTOTELECUATOV TOV £PYOV GE EMGTIHOVIKA TEPLOOIKE Kot
EMGTILOVIKG GUVEDIPLE, 0T ONpocisvon dOev 0o mepLEyovTal TPocOTIKE dgdopéva Tov Oa
EMTPEMOVY TNV EEAYMOYT CVUTEPUGNATOV 6TO ALl 60c. EmumAéov, Ta amoteléiopata propei
VO PN GIROTO 00UV Y10 EPTOPIKOVS GKOTOVGS, TT.)(. LTOPOVV VO, TATEVTOPLETOVV. AEV TPOKEITOL
va er@eln0gite amwd mBavo epmopiké 6perog. H ARPKD givon pa owavio ac0évero mpaypa
OV GNUAivEL OTL O1EOVEIS GVAAOYEG dEdOUEVOV, OTT®S TO UNTP®O ARegPKD gival 60ckor0 va.
opyaveBovv kal givon vynifgg emotnuovikig aéiac. g Kk ToVTOV, deV OO draypaPovV T
O0£00UEVA TOV UNTPAOOV PEGH GE EVO OPLGUEVO YPOVIKO OLAGTNNM, OTMG YIVETOL 6LVVIIOMG Yo
aAreg peréteg, alhd 00 aToONKEVTOVY Y10 AOPLGTO YPOVO.

Ta dgdopéva 00 xpnopomon0ovv awokAeGTIKG Y10 0T TV peréTn. 'Exete To dwkaiopa va
{nTijoete omoraonmoTE TANPOPOpia (Tepriapfavopivng dmpeay Tapoyns avrrypdpov) amd To
vrevOvuvo dropo (0cite TAPAKAT®) 660V POPE TA TPOSOTIKA SEOOUEVA TOV TALOL00 GUG, TA
omtoia £yovv amodnkevtei. Emiong, éxete 10 dikaiopa va {ntoete 11 NETOQOPE dE60UEVEV,
™ 16p0®on aKATAAAN AV 3E000UEVOV, OTMS KoL T1) SLaypa®1] dedopuévav 1] TOV TEPLOPIGNO
¢ enegepyaciog Tovs. Oha to dedopéva Oo emelepyasTovY GOUPOVE PE TOVS TOTIKOVG
KOVOVIGROUG PLEYPL TV OVVITIKY] OTOY®PN O] TOV 060EVY] 0l T peréTn).

To vrevBuvvo dTopo Yo TN GVALOYN TOV TPOCOTIKMOV OEO0PUEVOV Y10, TN HEALTN givan:

PD Dr. Max C. Liebau, Department of Pediatrics, University Hospital of Cologne, Kerpener
Str. 62, 50937 Ko6ln, Germany; Phone +49-(0)221-478-6831

Ov Tinpogopics emkovoviag Tov vTevHOVVOL TPosTaciog dedopuévav Tov Kiprov Epsovnti
givanl 6Tmg axorlovBovv:

University Hospital of Cologne, Datenschutzbeauftragter der Universitit zu Koéln (Data
Protection Official of the University of Cologne), Albertus-Magnus-Platz, 50923 Kéln, phone:
+49-(0)221 / 470-3872, e-Mail: dsb@verw.uni-koeln.de

H vnedtOvvn empriémovoa apyn npoctaciog ocdopévov tov Kipwov Epgovnty eival:
Landesbeauftragte fiir Datenschutz und Informationsfreiheit Nordrhein-Westfalen
(Nordrhein-Westfalen State Commissioner for Data Protection and Freedom of Information)
Postfach 20 04 44

40102 Diisseldorf

Germany

Phone: +49-(0)211 38424-0

E-mail: poststelle@ldi.nrw.de

Internet: https://www.ldi.nrw.de

g TEPIMTOGT UTOPLOV GYETIKA NE TNV ETECEPYAOIO TOV OEO0UEVOV KUL PLE TN CVUPOPOOOT
HE TS UMULTNGELS Y0, TV TTPOCTAGIN OEOOUEVOV, TUPOKULD ETIKOVOVIAGTE PNE VTELOLVVO
TPOGTAGLAG OEOOUEVOV GTO VOGOKONEID GUG.

Ov winpo@opieg emKOWOVIOS TOV VTEVOVVOL TPOCTUGCING OLOOUEVOV OTO GVTIGTOL(O
vOooKoNELD givor 0T®MG 0KOAOOOVY TAPAKATO:
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Ovopatenrdvopo 00 vregvdvvou o ™mv TPocTACia E T TEAY Y

Agvvvon

IAnpogopieg emkovaviag

Eniong, £xete To dikaiopo va katadicete Tapdrova oty eMPAETOVGA GpPy1] OV TIGTEVETE OTL
N enelepyacio TOV TPOCOTIKOV S£00UEVOV TOV aQopovv £6d4g mapafaivouv 1o 'eviko
Kavoviopé Ilpoctaciag Agdopévev (GDPR).

H vrevOvvn empPrémovca apyn npootaciog 0£00uEVAOV TOV VOGOKONEIOV TNG HEAETNC Elvan:

Tv 00 copPei av 0£ho va avokeiéico T oVYKATAOEG] pHov;

H ovppetoyn otn pehétn eivor eviehmg mpoarpetikny. Mmopeite va amocOpETE T GUUUETOYT TOL
710100 6aG 6T LEAETN avd TAGH OTLYUN XIS Vo XpEloTEL va To dukatoloynoete. Agv Ba vrdpset
Kapio apvnTik] cLVEREWL OGOV 0QOopPd 1aTPIKN Gog TapoakoAovdnon. Edv odidEete yvoun,
TOPOKOAD VO, WA OETE LE TO Y1oTpd Goc. MeTd amd aitnua oag, OA T0, SESOUEVE TTOL GUAAEYOVTOL
v T pedétn Ba Sraypapovv 1 Ba yivoov avavopo (dniadn avtd ta dedouéva dev Ba pmopodv vo
ovuvdeBoVV Le To Tadl oag e Kavéva TpOTO), Kot OA0 TaL LTOAOITO Oetypota B0 KATAGTPOPODY 1
0o mapadobovv oe e60G. AV OTOQUGICETE VoL EYKATAAEIYETE TN MEAETN LTOPEITE VO ODCETE TN
GLYKOTAOEST] GOG Y10 TEPATEP® ATODNKEVOT TOV SEIYUATMV KOl TV OEG0UEVOV TOV EXOVV 1AM
ovAAEYDEL.

Iovog gival vrevBuLVOS Y10 €64G;
IMo ™ perétn Bo EMKOIV®VNGETE LIE TOV TOPOTEUTOVTIO YIATPO TOV KEVIPOV GOG.
Latpog Tov TomkoV Kévipov:

Ovopa:

Noooxkopeio:

TnAépwvo:
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IeprocoTepeg epmrTioes;

Mn dotdoete va emkotvovioete pLoll LLog yio OTOL0dNTOTE TEPUTEP® OTOPio. COLC.
Max Christoph Liebau, MD

Kathrin Burgmaier, MD

Klinik und Poliklinik fiir Kinder- und Jugendmedizin
Geb. 26, Uniklinik Kdln

Kerpener Str. 62

50937 Koln

Germany

max.liebau@uk-koeln.de,
kathrin.burgmaier@uk-koeln.de

1 kinderklinik-studiensekretariat@uk-koeln.de


mailto:kathrin.burgmaier@uk-koeln.de
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YvykatdOeon 1o ™ perétn ARegPKD petd améd minpo@opnon yia yoveig
Yoppetoyn oto pntpwo ARegPKD
Yvykotddeon

AnAodvo ™ ovykatdfeon pov yw ™ coppetoyn ot perétn ARPKD tov pntpoov ARegPKD.
I'vopilo 0Tl n GUULETOYN OV Tod100 pov,
, €lvar eBglovtiky Kot OTL
UTOP® VO AVAKOAES® TN CLYKATAOEGT] LoV, Y®PIC VO TPETEL VAPEP®D 0TOLOINTOTE AOYO Kol Y®PIC
OPVNTIKEG EMMTOOCELS OTNV OTPIKT AVTIUETMOTICT] TOV TS0V LLOV.

"Exo evnpepbel oyeTIKA KOl GUUPOV® LE TO YEYOVOG OTL TO. Oed0UEVA KOl T SETYLLOTO TOV TOS100
MOV 7OV GLAAEYOVTOL GTO TAiGl0 NG peAétng Ba Swatnpovvror ko Bo amobnkevovion e
yevdmvopo. To ovopd pov dev Ba kataympnBel kot dev Bo aivetal og mepinTmon dNpocievong
TOV OTOTELECUATMV.

Mov £yet 600¢i Eva avtiypago TmV TANPOPOPLOY Kol EVIVTOL cvykatabeong. Elya apketd ypovo
Yl VO OTOPOCIC® GYETIKO LE TI CLUUETOYN OTO PUNTPMO, €lya TNV gukaipio vo. culNTo® TIG
EPWTNOEIC TOL €10 e T0 Y1oTpd pov. Ta epotipota Exovv amavindel 51e£0d1Kd Kol e KATOVONTO
TPOTO.

[Tepartépm BEpata g cvinTnong yo TAnpoedpM o NTAV:

ZOUE®VO OTL To. SESOUEVE TOV TOdLOD LoV HE WYEVIMVVLO T, OO0 £XOVV KOTAYPOPEL GTO UNTPADO
ARegPKD 6a cwbovv, Ba avaivBovv kot Thovo va dnpocievtovy.

o Now o Oyt
Zopeove 0Tt ta detypata and Proyia veppov, Nratog N dAra delypata froyiog wov Oa Anedodv
KaTd TN OldpKeln oTpkd evoederypévng Proyiog €xovv amooTtaAlel G6TO KEVIPO 1GTOAOYING
ovapOPEs TOL PNTPMOVL.

o Now o Oyt

SOHEOV® OTL T OElyLoTa [LE YEVLOMVULLO UTOPEL VO, XPNCILOTOINOOVV Y10 TEPALTEP® EPEVVOL OE GE
KUGTIKG VOGTLLATO TOV VEQPOV.

o Now o Oyt
Zopeove 0Tt ta detypota and Poyia veppol, \rotog 1| dAla deiypata Pfroyiog mov Ha Anehodv
KATA TN OdpKELD 1aTPIKA EVOEdELYUEVG Proviag, 1 amd pia Proyio Katd T didpketo piog oTpikd
EVOEOEIYUEVNC YEWPOVPYIKNG dladikaciog (m.y. apaipeong opydvov) Oo amootéAloviol otn

Brotpdmelo Tov untpmov kot Ba eivar amodnkevpuéva ket

o Notw o0 Oyt

10
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Sopeove O0TL ta delypata e yeuddvopo Ba avalvboldv yio yevetikéc aAlayég mov umopei va
TPOKAAEGOVV 1) VO EMOEIVAOGOVY KUGTIKE VOGTILOTO TOV VEQPOV.

o Now o Oyt

2V mePInT®ON AVIXVELONG CYETIKAOV YEVETIKOV OAANYDV OV UTOpel v eENYNOEL TNV KUGTIKN
VEPPIKT VOGO TOV TTod10V Lov, BEA® va evruepwbd LEGOV TOL Y1TPOD LOV.

o Notw o0 Oyt

Y mepinTmon 1oL TPOKHYOLV LUTPIKA EVPNUATO TOV £YOVV OVGLOCTIKT GTILOGIN Y10, T1 SloTp1oN
N ATOKOTAGTACT TNG VYEING TOL TAd10D OV, TPETEL VAL EVILEPADVETAL O YIOTPOG LLOV.

o Now o0 Oyt
Yg MePITTOOT GUUUETOYNG OE W10 GAAN PEAETN TOUOIOTPIKNG VEPPOAOYIKT MEAETN (O€ auTh TNV

MEPIMTOOT: ): CLUPOVD UE TN UETAPEPH EMAEYUEVOV OTOLYXEI®V Ao T Pdon
dedopévav tng perétng otn Paon dedouévov g ARegPKD.

oNat OOyp O Aev éxet epappoyn

(Ovouo. acBevoig)

(Ovouo, nuepounvio — vo. ypopel omo to yovéa/ vouyo kndsuove,) (vwoypapn tov aclevi)

(Ovouo. tov 1ov yovéa/ vouiuo kndeuova) (vmoypapt)

(Ovoua tov 200 yovéa/ vouyo knosuovae,) (vmoypopn)

Ye TepInTmOoT TANPOLS EMUEAENG: UTOP® VO EXPEPAIDGO OTL £ TNV TANPT ETUELELQ.

(Ovouo. tov yovéa/ vouuo kndeuovae) (vmwoypophn)

(Tomobeaio, nuepounvia) (cepoyido kol vTOYPAPI] TOL 1ATPOD)

11



