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Introduction

Half of patients with NET have regional or distant disease at diagnosis; 5-year survival is only 35%
in patients with distant disease that is well- or moderately differentiated. Prompt diagnosis could
improve outcomes by allowing treatment to begin at an earlier stage of the disease. CNETS, a
patient advocacy and support group based in Singapore, conducted a survey to determine the
incidence of initial misdiagnosis and the duration of delay in the diagnosis of NET. The secondary
objective of the survey was to raise awareness of this diagnostic entity among patients, caregivers,
and healthcare providers so that diagnostic delays will be minimized.

Methods

CNETS organized an online survey using a Web-based polling site (Doodle®). Patients with NET

or their caregivers were invited to respond to the question: “From symptom onset until NET diagnosis,
were you/they misdiagnosed as having irritable bowel syndrome (IBS), Crohn’s disease, or another
gastric disorder?” Respondents were given 4 options: (a) No misdiagnosis; (b) Yes, but it took less
than 6 months; (c) Yes, and it took between 6 months and 2 years; (d) Yes, and it took more than

2 years. They were invited to give comments to clarify their responses.

Results

Between the start of the survey on 15 Feb 2010, and the latest data on 7 May 2010, there were
221 survey participants. Most respondents (125; 57%) reported a delay in correct diagnosis of
more than 2 years; 35 (16%) reported a delay of more than 6 months to 2 years; 10 (5%) reported
a delay of less than 6 months; 50 (23%) reported no delay. Of the 61 respondents who posted
comments, 16 reported being misdiagnosed with IBS, 2 with Crohn’s disease, and 3 with peptic
ulcer disease. Abdominal pain was the most common presenting symptom, reported by

20 respondents; flushing was experienced by 19 respondents who commented; diarrhea was
next most common, with 10 reporting it; 6 reported severe weight loss; 3 reported vomiting;

3 were told that they had a psychiatric condition.

Conclusion

The survey results show that misdiagnosis of NET is common and was delayed by more than
2 years in the majority of patients. Greater awareness of NET and its symptoms is needed
among healthcare providers, patients, and caregivers.
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