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WELCOME TO THE EUROPEAN NEUROENDOCRINE TUMOR SOCIETY

Neuroendocrine tumors (NETs) present numerous complex clinical problems. Due to their relatively rare occurrence, research
and patient care guidelines since the 1990s have been lacking. As a result, the European Neuroendocrine Tumor Society was
founded in 2004 and the society members, currently numbering nearly 1,200, bring a variety of expertise from such fields as

oncology, pathology, radiology, nuclear medicine, endocrinology, surgery and gastroenterology to ENETS.
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Patient List

ENETSH S
|.”| n =  Curopean center name:  LuBTestZentrum (Berlin) !
RO e - patient user: franz v
eurgendocrine : ——- _
=="= & Tumoregisy NET e last login: ﬁulls-u:;-uz 14:05
- o . name: olger Franz
initial diagnosis: ---
aim & R EG ISTE R . g infa: Project Manager for ENETS n
- more info: ---

# back to center list

list of patients
10 (10f1)

patient ID % initials ate of birth

0048-95953-00001 1945-07-01 edit

0045-95955-00002 1956-07-01 # edit

0043-33953-00003 1986-07-01 # edit

0043-35953-00004 1946-07-01 # edit

0043-33953-00005 1954-07-01 # edit

0045-95955-00006 2015-07-01 # edit

0043-955955-00007 1930-07-01 # edit

0045-95955-00008 1930-07-01 #* edit

10 hd (10f1)

In total there are & patient(s) available
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Aktueller Stand

DB ist programiert (06/15)

Dateneingabe in Griechenland lauft seit 2015

Vertrag DGE/ENETS-Registry liegt vor

Datentransfer aus nationalem Register ,muhsam®

Probleme: Zugriffsrechte, Vertragssituation, Datenschutz
tatsachliche Kooperationsbereitschaft, Finanzierung

2017: erste multinationale Auswertung mit folgenden Landern:

= Griechenland, Schweiz, Deutschland, Spanien, Polen, Tschechien
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Switzerland

Poland

France

1 Greece (ENETS) Germany Belgium Spain Czech Rep.
guestions, questions, dota (Sept 18th)
Z status completed completed nearly completed guestions rmissing data missing data not matched yet no data extected
3 auta_|D_analysis Auta Auta Auta Auta Auta Auta
4 | country Ok Ok Ok Ok Ok Ok
5 |year_of_hirth Ok Ok Ok Ok Ok Ok
? e Greece (ENETS) Germany Switzerland Belgium Spain Czech Rep. Poland France
8 syndr_other Ok Ok Ok nat mixed to check
9 [MENL 53 |who_2000 Ok Ok not [0k Ok
who_2004 ok Ok not e not
wha_2010 Ok Ok Ok Ok Ok
grading Ok Ok Ok Ok Ok caleulate with Ki67
CTMM_T_UICC Ok Ok not nat nat nat
CTNM_T_ENETS Ok Ok not nat nat nat
CTNM_N Ok Ok nat nat nat nat
CTMNM_M Ok Ok nat nat nat nat
CTNM_UICC Ok Ok Ok (to check) nat nat not
CTNM_EMETS Ok Ok Ok (to check) nat nat nat
CTMM_dlass_not_known not nat | Ok [to check) nat nat not
PTHM_T Ok Ok nat nat nat [0k 77
PTMM_N Ok Ok nat nat nat | Ok 72
PTMI_M Ok Ok not nat nat [ Ok 77
PTNM Ok Ok Ok [to check) nat nat | Ok 72
staging Ok Ok Ok Ok Ok (options to edit) Ok
th ies_number_complete Ok Ok Ok Ok to calculate ta da
first_tx_date Ok Ok Ok nat for all. Major D? Ok to da
first_tx_1_surgery Ok Ok Ok if at major diagnosis Ok to da
first_tx_2a_ssa Ok Ok Ok if at major diagnosis Ok to do
first_tx_2b_interferan Ok Ok Ok if at major diagnosis Ok to do
first_tx_2¢_ctx Ok Ok Ok if at major diagnesis Ok ta da
first_tx_2d d_tx Ok Ok Ok if at major diagnosis Ok to da
first_tx_3a_locoregion_tx Ok Ok Ok if at major diagnosis Ok to da
first_tx_3b_localabl_tx Ok Ok Ok if at major diagnosis Ok to do
first_tx_&a_ext_beam_rtx Ok Ok Ok if at major diagnesis no data available ta da
first_tx_&b_prrt Ok Ok Ok if at major diagnosis no data available to da
first_tx_5_other_tx Ok Ok ¥77 |if at major diagnosis to da
number_of_tx_1_surgery Ok [+]3 Ok [+]3 to do
28 [met_other 82 |number of tx 2a ssa Ok Ok Ok Ok to do
39 |met not o 83 |number_of tx_2b_interferon Ok Ok Ok Ok to da
number_of tx 2c_ctx Ok Ok Ok Ok to da
number_of_tx_2d_targeted_tx Ok Ok Ok Ok to da
number_of_tx_3a_locoregion_tx Ok [+]3 Ok [+]3 to do
43 |syndr_atyp 87 | number of tx 3b localabl tx Ok Ok Ok Ok to do
44 |syndr_insul 88 | number_of tx 4a ext beamn rix Ok Ok Ok Ok to da
number_of tx_ab_prrt Ok Ok Ok Ok to da
number_of_tx_5_other_tx not nat 77 |0k to da
- last_wisit_date Ok Ok Ok Ok to do
48 |syndr_som 92 |visit status Ok Ok Ok Ok to da
49 |syndr_GHR 93 |1 CR complete r Ok Ok Ok Ok ta da
2_PR_partial_remission Ok Ok Ok Ok ta da
51 |syndr_ecto 95 |3 _SD_stable disease Ok Ok Ok Ok to do
52 |syndr_othe 96 |4 PD_progressive disease Ok Ok Ok Ok to do
53 |who_zo00 97 |5 relapse local Ok Ok nat ta da
_— 98 |6_relapse_distant Ok Ok not ta da
99 |7_relapse_localAndDistant Ok Ok not to da
100 | 7a_relapse_not_specified not nat | Ok to do
101 B _not_sure Ok nat not to do
102 9_nat_knawn Ok Ok Ok Ok ta da

103
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1322 (1321 dand 1933 |Male Mat known not listed in database 12-Okt-11 2011 unclear n
1323 | 1322 fand 550 | Fernale Not known No not listed in database No No 17-Marz-09 2009 yes unclear n
1324 | 1323 d 555 | Male Not known No not listed in database No No 13-lan-10 2010 08-Jan-11 360 yes unclear n
1325 | 1324 fand 532 | Male 15-Nov-13 | Not known not listed in database 15-Now-13 2013 yes unclear n
1326 | 1325 fand 567 | Male Not known No not listed in database No No 18-Marz-13 2013 yes unclear n
1327 | 1326 539 | Male 24-1uli-15 | Not known Not known not listed in database Not known Not known 0l-Feb-12 2012 no yes ¥
1328 | 1327 548 | Fernale Not known No not listed in database No No 11-luni-07 2007 yes unclear n
=-1329 | 1328 552 | Fernale Not known Not known not listed in database Not known Not known 10-Juni-12 2012 yes unclear n
=-1330 | 1329 994 | Male Na Na not listed in database Na No 12-Apr-13 2013 yes unclear n
1331 | 1330 557 | Fernale Mo No not listed in database No No 14-Apr-14 | 2014 14-Mai-14 | 30 yes unclear n
1332 | 1331 597 | Fernale Mot known No not listed in database No No 05-Sep-14 2014 yes unclear n
1333 1332 962 |Femnale Mot known Nat known nat listed in database Nat known Mot known 29-uli-10 2010 yes unclear [
1334 | 1333 963 | Male Mot known Yes nat listed in database Na Mo 12-Mai-10 2010 yes unclear [
1335 [ 1334 943 | Male Mot known Nat known nat listed in database Nat known Mot known 20-Dez-10 2010 yes unclear [
1336 | 1335 975 | Male Mot known Nat known nat listed in database Nat known Mot known 13-Jan-12 2012 yes unclear [
1337 | 1336 958 | Female Mo No nat listed in database No No 06-Dez-13 2013 06-Dez13| 1] yes unelear [
1338 | 1337 |swi 955 | Fernale Mot known Nat knawn nat listed in database Nat knawn Mot known 28-Marz-14 2014 yes unclear [
1339 | 1338 Greece 572 |male 215ep-12 please_complete please_complete please_complate please_complete please_complete 01-1uli-04 2004 prir _noCup yes na [
1340 | 1339 Greece 950 |male 20-Aug-11 2011 prim _noCup yes na [
1341 | 1320 | Greece 964 |male 18-Juni-14 | 18-Juni-14 22.Juni-11 2011 05-Apr-11 78 primMoMetasyes_Cup na yes ¥
1342 | 1321 |Greeca 571 |male 15-Dez-08 p 2008 p Q prim _noCup yes na n
1343 | 1322 | Greeca 945 |female | 04-Mai-15 01-]an-96 1996  01-J2n-96 _noCup yes na n
1344 | 1323 | Greeca 936 |male 27-0kt-14 06-0kt-14 2014 01-0kt-12 pr _noCup yes na l
1345 | 1324 |Greece 967 |male 09-Juli-15 06-Aug-14 2014 01-Aug-14 5 prim _noCup yes na [
1346 | 1345 | Greeca 963 |male 15-Mirz-15 20-uli-13 2013 29-Juni-13 21 primMoMetas¥es_Cup na yes ¥y
—] 1347 | 1346 | Greeca 958 |male 032-Feb-15 01-]an-82 1992 01-Jan-80 730 prim Jnclear_noCup yes unclear [
i 121348 | 1347 Greece 965 | male 17-Dez-15 17-Sep-14 2014 _notup yes no n
1349 | 1348 | Greeca 557 |male yes na na na na 04-Dez-12 2012 01Feb-10 1037 prim _noCup yes no N
1350 | 1349 | Greeca 561 |male 16-Dez-15 01-0kt-15 | 2015 primMoMetasYes_Cup na yes ¥
1351 | 1350 | Greece 565 |female 15-Der-15 05-Aug-15 2015 15-Juli-15 21 prim ;_naCup yes yes N
" 1352 | 1351 |Greece 555 |male 21-Dez-15 31-Mire-11 2011 15-Juni-08 _noCup yes na L
'E 1353 | 1352 | Greece 562 |female 05-Jan-16 please_complete please_complete please_complate please_complete please_complete 09-5ep-14 2014 02-Sep-10 ;_naCup yes yes N
51_354 1353 Greece 546 |female 30-0kt-13 please_complete please_complete please_complete please_complete please_complete 08-Dez-10 2010 01-Dez-10 _noCup yes no n
1355 | 1354 | Greece 557 |male 27-Juli-15 please_complete please_complete please_complate please_complete please_complete 13-Okt-14 2014 07-Okt-14 & prim _noCup yes no N
I " 1356 | 1355 | Greece 564 |male 17-luni-14|  10-Sep-14 | please_complete please_complete please_complate please_complete please_complete 27-Mire-12 2012 10-Apr-11 352 | primNoMetasYes_Cup na yes ¥
1357 | 1356 | Greece 548 |male 12-Jan-12 27-5ep-07 2007 10-Sep-07 17 | prir ;_naCup yes yes N
H@ Gl big_table ﬁl_ﬂa 1357 Greece 535 |female 27-lan-16 03-lan-05 2005 15-Dez-04 Inclear_noCup yes unclear n
1359 | 1358 | Greece 539 |female 27-Jan-16 08-Mirz-13 2013 08-Marz-13 _naCup yes yes i
1360 | 1359 | Greece 560 |female 27-Jan-16 27-0kt-14 | 2014 _noCup yes no i
1361 | 1360 | Greece 539 |female 27-Jan-16 01-Aug-13 2013 30-luni-DB| 1858 | prim _noCup yes no i
1362 | 1361 | Greece 595 |female 20-Jan-16 please_complete please_complete please_complete please_complete please_complete 21-5ep-15 2015 20-Sep-15 1 prim _noCup yes no 0
1363 | 1362 | Greece 547 |male 27-Mow-15 25-Now-10 2010 15-0kt-10 41 primYesMetasYes_noCup yes yes 0
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Nachste Schritte

DB-Design v.a. inhaltlich ,nah” am NET-Register
Datentransfer deutscher Registerdaten anonymisiert erfolgt
Deskriptive Auswertung in Belgien (I.B., C.V.)

Statistik in Kooperation mit Charité (SM, UFP, Dr. D.
Bikmukhametov)

Prasentation bei ENETS-AdBoard 30.11./1.12. und Abstract-

Einreichung zum ENETS-Kongress
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