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INTRODUCTION RESULTS RESULTS [cont.]

 Neuroendocrine tumors (NETs) are Misdiagnhosis Issues and recommendations
rare and complex neoplasms with  Almost half of GEP-NET patients were initially misdiagnosed (44% [727/1670]). e Of those GEP-NET patients
increasing incidence and prevalence The top 3 misdiagnoses were gastritis (44% [254/582]), irritable bowel reporting issues, the most frequent
worldwide. * syndrome (44% [254/582]) and anxiety (23% [131/582]). were a ‘lack of access to reli?ble
* Only 18% (134/726) of misdiagnosed patients were diagnosed within 1 year |_nformat|on abou{t your NET" (37%
and mean time to diagnosis was 5 (SD 6) years (Figure 2). -384,/103,6]) and ‘lack of e.xperts to
* SCAN assessed global provision of Figure 2: Years between first symptom and diagnosis for those initially misdiagnosed [N=726] rovide fl,rSt or second opinion on
NET diagnostics and treatment in 38% your case’ (32% [332/1036)).
terms of: S e Of those GEP-NET patients
Quality of ‘g providing recommendations to
= improve NET care, the most
E common were ‘more HCPs
g _<now|edgeab|e in NETs’ (68%
) 1063/1571]) and ‘better access to

. . <1 1 2 3 4 >5 NET experts/specialist centres'
* This analysis focused on early Years (54% [844/1571])
(0 .

diagnosis and availability of . . .

diagnostic and treatment tools in * More than one-third of GEP-NET patients (38% [638/1670]) were diagnosed

castroenteropancreatic (GEP) NET with stage IV NETs or metastases at time of diagnosis. CONCLUSION

patients. * At diagnosis, 43% (712/1670) of NETs were grade 1, 26% grade 2 (438/1670), ) _
4% grade 3 (74/1670), 3% (52/1670) poorly differentiated, and 24% (394/1670) SCAN represents the biggest global

METHODS unknown compendium of data about NETs
' extant

Diagnhostics and treatment availability

* During Sept-Nov 2019, NET patients . _ : i i
B >ED . g * Biopsy was the most widely available diagnostic option (80% [1332/1670]), De!ayggl GEP-NET diagnosis remains
and healthcare professionals (HCP) , s a significant challenge and more
. followed by CT (77% [1293/1670]). Over a third reported specialized , , , _
completed an online survey . . . reliable information on GEP-NETSs is
| . . diagnostics, such as °®Ga-DOTA PET CT (39% [657/1670]) and Chromogranin A ded
’ The_ SUrVEy was dlssemm?ted via (CgA: 39% [654/1670]) as unavailable (Figure 3). neeaed.
social media and NET patient _ , , . . K . t< to further dri
oroups’ and medical societies’ * Surgery was a widely available treatment option (81% [1350/1670]). Almost ey requ.lremen S10 ur. er arive
- etworks half (45% [746/1670]) stated peptide receptor radionuclide therapy (PRRT) was forward improvements in global
i ' - not available. Somatostatin analogues were available to over two-thirds (68% NETs care include:
* The survey was available in 14 [1131/1670]) (Fi
gure 4). : il
Ianggages: Arabic, Bulgarian, _ Figure 3: Availability of Diagnostic Tools [N=1670]  Figure 4: Availability of Treatment Tools [N=1670] g :{]]E;ejizlgﬁ;g[ieci\;ar:?blllty o
English, German, Dutch/Flemish, ularl
.1 - i — ()  — S ] 0 , r
French, Japanese, Hindi, Italian, Biopsy 80% - Durgery 81% treatment. pﬁftleU arly NEWET
Mandarin (Chinese), Portuguese, CT S|\C/|aRn| _67;7% Somatostatin ananI;g::; _55/68% more specializeda tools
I 7 % LA -
Russian, Spanish, and Swahili. Chromogranin A I ] % Liver embolization I——— 5 1% - Increasing the number of
Gallium 68 :_ 61% Oral chemotherapy :—45% knOWI.edgeabIe HCPs, _
PARTICIPANT = Colonoscopy E— 0% _ IV chemotherapy —— 4% especially gastroenterologists
CHARACTERlSTlCS © Endoscopy | 549 § Radiotherapy | 37% and GPs
é Octreotide scan 54% c Endoscopic ablation | 27%
e There were 1670 GEP-NET patients ngo 5-HIAA in urine | 5 1% % Transplantation I ) 3% REFERENCES
© Ultrasound 49% TACE 22%
(female 61% [1012/1670]) from 53 0 FDG-PET scan e 397 = Interferon 1% 1. Dasari A, et al. JAMA Oncol 2017;3:1335-42.
countries across 6 continents. DOPA PET s 13% SIRT s 16%
» Average age was 57 (SD 12) years 5-HIAA in serum | 13% Thermal ablation i 13% ACKNOWLEDGEMENTS
and patients had a NET diagnosis Pancreastatin 1 10% Precision medicine . 11%
Chromogranin B 10% mIBG therapy 5% INCA would like to thank all its members as well as
for a mean of 5 (SD 5) years. All other (below 5%) mmmm 24% Other 13% its partners: ENETS (European Neuroendocrine
* GEP-NETs were most commonly GEP-NET Patients (%) GEP-NET Patients (%) | -OF Society), NANETS (North American
S I T B (487 [798/1670]) Neuroendocrine Tumor Society), APNETS (Asia-
. 0 Pacific Neuroendocrine Society), CommNETs
and pancreatic (29% [488/1670]) e Conventional imaging, such as CT/MRI/ultrasound, was commonly available (Commonwealth Neuroendocrine Tumor Group),
(Figure 1). (82% [1374/1670]) for ongoing monitoring. Approximately a third believed JNETS (Japan Neuroendocrine Tumor Society),
Figure 1: NET type by primary site in GEP-NET . L th o 68(= o CNETS (Chmese Neuroer?docrme Tumor Society),
tient participants [N=1670] ongoing monitoring with CgA (35% [578/1670]) or *Ga-DOTA PET CT (38% UICC (Union for International Cancer Control),
patient participants 1N= [633/1670]) was unavailable. EURORDIS (European Organisation for Rare
: : o , Diseases), NORD (National Organization for Rare
smallintestine _—48A) HCP involvement Disorders) and ECCO (European Cancer
Pancreatic I 29% e Commonly, GEP-NET patients had more than one HCP involved in their Prgtanisat‘i’”l) and mf”\;f;_herf E’rlthf‘]f‘rt e
) . : . instrumental support of this global effort.
= Rectum M 6% diagnosis: 11% one HCP (190/1670), 40% two HCPs (672/1670), 22% three would also like to thank its industry supporters:
- Stomach B 5% HCPs (372/1670), 24% four or more HCPs (398/1670) and 2% (38/1670) could Ipsen, ITM and Novartis.
§ Other _l 4% not say. Strategen Ltd, Winchester, UK provided editorial
N e Leading diagnosticians were gastroenterologists (26% [435/1670]) and GPs St HiE SNl
- (20% [334/1670]). POSTER CATEGORY: CLINICAL
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