Supplemental Digital Content 1. Demographic and Disease-Related Questions on NET QOL Survey
1. What is your gender?

· Male
· Female
2. Are you of Spanish/Hispanic/Latino origin?

· No
· Yes
3. What is your racial or ethnic background? Check all that apply.

· White
· Black or African-American
· Asian
· American Indian/Alaska Native
· Native Hawaiian/Other Pacific Islander 
4. What US state do you reside in?
5. Have you previously participated in this survey?

· No 
· Yes
6. Have you been diagnosed with a neuroendocrine tumor (e.g. carcinoid, islet cell)?

· No
· Yes, carcinoid (endocrine or neuroendocrine tumor not from the pancreas)
· Yes, islet cell (endocrine or neuroendocrine tumor of the pancreas)
· Yes, but do not know or not sure which type
7. What is your age? 

· Less than 18 years

· 18-20 years 
· 21-24 years

· 25-29 years

· 30-34 years

· 35-39 years

· 40-44 years

· 45-49 years

· 50-54 years

· 55-59 years

· 60-64 years

· 65-69 years

· 70-74 years

· 75-79 years

· 80 years or older

8. What is your current relationship status?

· Never Married 
· Married 
· Living with partner in committed relationship
· Separated
· Divorced
· Widowed
9. What is the highest grade in school that you completed?

· 5th grade or less
· 6th grade
· 7th grade
· 8th grade
· Some high school
· High school grad/GED
· Some college/Technical degree/AA
· College degree (BA/BS)
· Advanced degree (MA, PHD, MD)
10. What is your current occupational status?

· Homemaker
· Unemployed
· Retired
· On disability
· On Leave of absence
· Full-time employed
· Part-time employed
· Full-time student
11. What is your family household income (from all sources)?

· Less than $20,000
· Between $20,000 and $49,999 
· Between $50,000 and $99,999
· $100,000 or more
12. Please indicate which statement below best describes your current activity level

· I have normal activity, without symptoms 
· I have some symptoms, but do not require bed rest during the waking day
· I require bed rest for less than 50% of the waking day
· I require bed rest for more than 50% of the waking day
· I am unable to get out of bed
13. In what month and year were you first told you had a neuroendocrine tumor (e.g. carcinoid, islet cell)?

____ month  
_____ year 

14. Has your neuroendocrine tumor spread to any lymph nodes?

· No
· Yes
· Not sure
15. Has your neuroendocrine tumor spread to another part of your body (other than to any lymph nodes)?

· No
· Yes
· Not sure
16. Do you currently have neuroendocrine tumor in your body (not surgically removed or has come back after surgery)?

· No
· Yes
· Not sure
17. What treatment(s) have you received for your neuroendocrine tumor in the past month? (Check all that apply) 
· Somatostatin analog (e.g. octreotide [Sandostatin], lanreotide[Somatuline])
· Chemotherapy
· Embolization
· Interferon
· Surgery
· Participated in a clinical trial (research study)
· Receiving alternative therapy
· Other
· None
18. What treatment(s) have you ever received for your neuroendocrine tumor? (Check all that apply)
· Somatostatin analog (e.g. octreotide [Sandostatin], lanreotide[Somatuline])
· Chemotherapy
· Embolization
· Interferon
· Surgery
· Participated in a clinical trial (research study)
· Receiving alternative therapy
· Other
· None
19. What type of health care professional are you seeing on a regular basis (at least once every 12 months) (check all that apply)?

· Medical oncologist 
· Radiation oncologist
· Surgeon
· Endocrinologist
· Gastroenterologist
· Internal medicine
· Family practice
· Nuclear medicine specialist
· Cardiologist
· Alternative medicine specialist
· Other
· Not sure
20. Do you have carcinoid syndrome (symptoms like diarrhea or flushing caused by your neuroendocrine tumor)?

· No
· Yes
21. Over the past two weeks what was your average number of bowel movements per day?

· 0-1
· 2-3
· 4-6
· 7 or more
· Not sure
22. Over the past two weeks what was the number of bowel movements you had on the day you had the greatest number of bowel movements?

· 0-1
· 2-3
· 4-6
· 7 or more
· Not sure
23. Over the past two weeks what was your average number of flushing episodes per day?

· 0
· 1
· 2-3
· 4-6
· 7 or more
· Not sure
24. Over the past two weeks how many flushing episodes did you have in total?

· 0
· 1-3
· 4-6
· 7-10
· 11 or more
· Continuously
· Not sure
