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INTRODUCTION RESULTS RESULTS continued CONCLUSIONS

- Neuroendocrine tumors (NETSs) are rare and complex neoplasms, ~ Participant Characteristics GEP NET Diagnosing and Misdiagnosing » SCAN represents the biggest global compendium of data
affecting various organs, but most commonly the gastrointestinal * There were 2795 respondents from 638 countries. * After mmitial symptoms and tests, GEP NET was the first diagnosis about NETS.
tract.? 1670 NET patients (71% of the global sample, N=2359) were GEP for 30% of patients from AA and EU GEP NET patients, 28% from  « Since over 40% of GEP NET patients present with metastatic

 NET incidence and prevalence is increasing worldwide making it NET patients: 48% from EU (802/1670), NA — 29% (485/1670), NA and 24% trom OA. disease, delayed NET diagnosis is a critical challenge that
one of the fastest growing classes of cancer.! AA — 13% (211/1670), OA — 8%, (141/1670). * The majority of patients were misdiagnosed at least once but most needs to be overcome to improve patient outcomes.

* The International Neuroendocrine Cancer Alliance (INCA) Figure 1: GEP NET Patient Sampling Profile by Geo Areas commonly mu1t1p1§ times: (AA, 33%, 70/211; EU, 43%, 342/802; * The route to correct NET diagnosis is lengthy, with mean
consists of 28 patient advocacy and research groups and supports NA, 45%, 219/485; OA, 57%, 80/141). time to correct diagnosis being 5 years, while detection 1s
NET patients (and their families) by advocating on their behalf Africa 1% * Most common misdiagnoses were gastritis/other digestive (AA, often incidental.
to 1mprove time to diagnosis, care and research. Asia (AA) = 13% 53%, 37/10; EU, 38%, 131/342; NA, 47%, 102/219; OA, 44%, + Tncreasine the number of knowledeeable HCPs. especially

Europe (EU) 48% 35/80) and irritable bowel syndrome (AA 16%, 11/70; EU, 35%, oastroenterologists and GPs. must be a key pri o,rity - order
South America 1% 115/342; NA, 48%, 104/219; OA, 56%, 45/30). to drive forward improvements in global NET care.
* The Survey of Challenges 1n Access to Diagnostics and North America (NA) EEE_——— * 30% from AA, 26% from EU, 25% from NA and only 18% from
Treatment for NET Patients (SCAN) measured healthcare Oceania (OA) = 5% OA had their diagnosis made incidentally during testing for another REFERENCES
delivery to neuroendocrine tumor patients globally. condition.
* This analysis focused on the diagnosing process in NET Type & Stage * Mean time to correct NET diagnosis was five (SD 5) years, shortest 1. Dasar1 A, et al. JAMA Oncol 2017;3:1335-42.

in AA (2.3 years, N=70), EU (4 years, N=341), 6.4 years in NA
(N=219), OA (4.7, N=80) (Figure 4).

oastroenteropancreatic (GEP) neuroendocrine tumor (NET)
patients 1n a comparative perspective — Asia (AA), Europe (EU),

* Primary GEP NETs were predominantly small intestinal (SI) and
pancreatic (PNET), with similar proportions in EU, NA and OA,
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North America (NA) and Oceania (OA). signiticantly more PNET vs. SI1in AA (Figure 2) Figure 4: Mean time to correct NET diagnosis and proportion of misdiagnosis INCA Would like FO thank all 1ts memberg as well as 1ts |
Fieure 2: Most Common Primary NET Type by Geo Area partners: ENETS (European Neuroendocgne Tumor Soqety),
METHODS Symptoms AA NA NANETS (North American Neuroendocrine Tumor Society),
IS 570, 579 % Sl EU OC APNETS (Asia-Pacific Neuroendocrine Society), CommNETS
* During Sept-Nov 2019, NET patients and healthcare 85 MR M —— T | I | \l« I | ; I i I (Commonwealth Neuroendocrine Tumor Group), INETS
professionals (HCPs) completed an online self-reported survey. = g 147 ._- B 3% 2% 4% ) s (Japan Neuroendocrine Tumor Society), CSNETS (Chinese
* The survey was disseminated via social media and NET patient “ & Pancreatic ' Rectum ’ 4 &7 03 Years Study Group for Neuroendocrine Tumors), UICC (Union for
oroups and medical society networks. mAA EU ~ mNA  mQp esenone Gl e GEP NETSs = Between 30% (AA) up to 57% (OA) mitially misdiagnosed International Cancer Control), EURORDIS (European
* The survey was available in 14 languages: » Over 40% of GEP NET patients had stage IV NETs at the time of ~ Medical Specialist Involvement in the Diagnosing Process Organisation for Rare Diseases), NORD (National Organization
*  Arabic, Bulgarian, English, German, Dutch/Flemish, French, diagnosis, signiticantly higher in NA vs other regions (Figure 3).  On average three HCPs were involved in the diagnosing process for Rare Disorders) and.:.CCO (European Cancer O.r ganisation)
"y - - - ’ and many others for their instrumental support of this global
gfjs?;sf’S;I;iiilh;lﬁns’\xﬁi?arm (Chinese), Portuguese, Figure 3: Stage IV GEP NET at the time of diagnosis by Geo Areas with no difference among the regions effort.
e o | > 10% 459 61%* 53% * [.eading diagnosticians were gastroenterologists: AA (34%); EU, FUNDING AND DISCLOSURE
* On average, NET patients took 20 minutes and HCPs 11 minutes % - L (27%), NA 24%); OA (16%), and GPs: AA (10%); EU (20%); NA
to complete the questionnaire. 7 ! 21%): OA (28%). less in AA. * This study was sponsored by Ipsen, ITM and Novartis.
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