¥ 5MEBCNE (Cysitinosis Network Europe)
DRAF/—VAEREEICSMLT
~VRF ) =VRIZBTHEEEREORT S~

M-bBERIT. EEEZRILTHIEFBIBELT 2026 F£2 AICVRAF/—V R
FybJ—4-3—0v/N(LLTF.CNE) ICIEEXMBLELI-.ZLT. 7B 2H~4B%
TT7AINZUR - D) ChRfEENT=VATF/— AEBSEIZ CNE Mo HARE
ELTHREFEZITEREEFDILIZELTORFASMINMV-LEL -, HREIZFEKILS.,
CHFT o= CNE 8LV EER{KRD Cysitinosis ireland [CERBEIBL EITET . F
. EEDBRERERLGVRBLLVREERESNI-CLITHEZRLET, 512,
ENERERAE L 4—DREFILZESMEN. A—ILAKRELTIBEX X
TTSYEHALERLLEIFTET,
ST .AREICIT. HA 2 hEMSKRE 285 RIZEISNEE. Rik. EERERE.
MEE. BEEARBRENSML. BERKDRELELYLIz, VAF/—REN
SHEDKRBICHELEXRBEBLERSEICSMTECLE. BATIHERT S E
DTELHEVWEELGHELLGY., ZDFEVEHEVWEBDIIENTEEL
SETEH. EEBLTOBRRE-XREREDIOHDEYI A DRF/— RO EEEM
B ABRMEICETAIRFOERR. 7IVN-BR-TAHDEBEEFARDEE
HE. XBBIZERBRENTHNEL,
[RERELILDHR]
1. HABERSOER TAKRIZEITAEREFHABTIELT, BEHHODVEID—
: ' HELTEBRREEZEDRMLTENEZZON
ENCHESNIEEEFFESTOERT
BT, BEORHRR - BHARICON
4 (FRENKYITHIE. BERELT. &
| ZLRBERTORREROERIEAL TN
CEDNKRUITHAZE, ZD=HIZHLBHND
i ‘ B 24 ERBEOER RHOERBRY
i?ﬁ?ﬁ‘bgfﬁ)éut HEEFRKLEL:,
2. E7VHDBREARDEERE RAE.FA7IVATIEN WO LDIRF/—
RABENZHINTOET . LHL, 120 2FELHY ., EEORE~DERER
DREPIZ2 = —2aVITKEGRBERR TOET , Ffo, HifIC kB FRE
PRELEBANDTIVRRIZLIFEISFER#ENH LS ENBASINFELT -,
FN—ATIH., BEORENESIAZI A =TFAARUMIERISERICBEESN ., B
AEYILR OSSN EETTHAEIZENINELT-, £-. CNE L L EFRHIZHE

1/4



B EEZITEASEESEEALTLSILLHESI, F#VEBICEVLTERE
BTG DIEAYNR-THBIORESERLELT -,

3. A1) A Cystinosis Research Network (LL . CRN) M5 (&, B X IEFEIZD
WTOEHENHYELT=, CRN [XCNETIZH 10 EAREDOHEBAEITLN., X
F/—V A\ RDOFEREXATERL 2, T 2 FILICERREZMAEL. 25 -
REEMARBERUDITHEELGERIIZEO TLET,

SHICHRMEZS =D&, HEOVHEHKAANDEETT, CRN TIEXREHKLD)—5F—%
ASA=TATUNY T —ZERT S50, BEEEELEVREKICHLT)—F—y
TR 2= -3 VBENEE OB TRBLTVET,

TDOHTIELNT=.

[FREIIFO2EDTITEL, HKITHEYHTHD]

ELSEEMNRIDIZTEYELZ, ELT . TEABIAGEMNOTEH, —AVLEYIZTES
BEHHD. ERATHIHEHDL LT, VXAF /=P ADBEORRICHE T =KEL D
[CEBIEVSIAYE—DICIEREGHBREREZEL,

BE RE.EEE.AEE. TNETNDTELILEHBEHIILETERENTY
AN TIKELSEZ A HAEBOBREREFHZTDEDOLERLFEL,
[SRF/—L RBRARDHER]

FLLVAEREZORBEKRREFICOWTHIHRENHYELT,

1. REDBEETHLIVAT7IVOEIEHOHEEZBEL-#HEICF101TY,
BERALTWS YV RTTIVIEHRMITARETIEHYET M, ESAKBDEL
RO EMAGEDEMEA. S5I21 BIZMELRALZTAIEGSGVEIEAHYFE
9, [CFI0JIEENLDHENAFTELETYT . KEDRABICELGYFEEAN, &
BEOEEFDE (QOL) DR LIZDEASEEEELEL- HEZIEEZITOTLNDD
FAFVRADYRAF/—L RAMEATY . BEREFIAIL 2027 F£ 4 AZFELTVE
T ETIEAFIRERADEEZENSIRD . TEILNADOY U RIDUNTHEIZLR
HENDHEDILETYT , BATOERRICHHAFLIZWLWEIATY,

2. BInFAEBICEIIRRIRENRUTL . BRAMGAEZBIEIHARIE
E(ITEATWAERL-—A . FEEREICIIFMEET SEERLHIARTL:,
FRADKELGHZLLTHARIED CEITHIFLIZLTT,




EREEICS ML TRLCE
—ETBEERET AL [ELoT | BEOBOHICEH | 1T,

ZLT, tHRDHEEFEDHNTEE T BREDSIFHUICEREBTT,
| | , ] CarvUR SEORBICHER. BHICIR
F/— ADEEELTLESY, SHIZE A
L ARE—BISURF/—VRDTEMHAL, B
W DICENDEESACERREEDAICES
BT EEL- LT BRLTIEESVEL, K
W Y, OaFHURLIZIEK. AT RES
A DEYIEENSEEBNETS,
L RDBIZESTNADOATa YL, BE
LEEEBE—#ETL =,

FrA&YE, RBTHRAEZ>=0E, FEBRKRTHEVRAF/—V X TAILS
VRDESADEBTL -, REBHRD . RAFZYTORIUT4T7DESAF, Sl
EFIRTOBBERKEZENGHEZAN, —AVEYIZHFYFoTWEL, TDFk
FIX. N EATHNDBEREHETDHLDTLL,

FAE S, BREFILOANFRLAD, BOXEEORENHLIELEMBL, IFTFE
BHETIAZ AT —2avZEWRA3EL TN ELE, SRR ICBLEKTHE B
WPYLHY . REDREND—BELTHRALN TSI IEENSERERLEL -,

F= RACRIITREBIZSML TS ESAN, AEAEDDLHNY PZEAEYE
RUNL TN =CETT . BE.RE. IRE. EREEVSILEDENEEA T, &
AGEDRICHEEL TR AE > TWEL I, ZCICHTREIEVWSEENRDHASHL
WEESMHYELT-,

- x5z, BRSSO BEMHLERLEL-,
f 227/ — 20 &5 HDRETIERERAR
SNTNB 0. —EE [ T+AHREROMEE
| BACLIETEE AL LML, EEEHZ CEE
B S OBRE, ERENOLASILT, A
FLEHERE T TH BEEFTOIELE,
ZDBBROHRERETHENTEET,
RRERICEED FTAYADILABRE T TR BEPRENROLTEEL, 13
EADELERTELSITZ T ELRALVEEREBLEL, ZOEKT
1. COESHERMEAYRT —IIERE OREICE>TAELENELYET , 51

3/4



HLHADHRE LD DLENYEXRTIZLGEA L. BADBBERFEICHENLTL
%T:L\t%i—CL\ij—o

i I

| YRAF/—VRAE/VERETHY . BATIIEE
ORENMIZEELCE LD BYEEA B
ELDRINIFERERITHELITTIEEL A
EANEDLE RABADMHEZEEOLTIKIE
LRI DFERZERLELT=,
BARDBERIZEVNTH, BEOREDDLGN
YESSITED. PEVEXAGASIAZ2a =T
EFBETCCOERWERNET,
FUOINDoELEIFERIZSH, HITHFEEZIOTVEFFELLS !
RRIZ.COFRBELLVWRBZLE - EEL TSV RF /=R TAILTUR
ZIEILHETHEFREOERR. TLTHEFDOESE -Rik-EREREOERICTDEL
YRRBIBRL EIFET, SEGBLFUVOERZAADIZa=Ts~ETL. KYRL
REIZDHEIFTLEZWERBNET,

FHEET DHIDRE DT =EADIEBR

BESHKR ATHES

4/ 4



