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The diagnosis was a primary NET tumor in the ileum. After a year of various testing (colonoscopy, 

gallbladder ultrasound, probiotics use, antibiotics rounds, parasite testing, endoscopy) in 2011, a 

CT scan was done in January 2102 and the NET tumor was seen (about 2cm). My symptoms for 

a year prior to my diagnosis were bloating and gas for several hours after I ate a meal, but then 

the symptoms would go away after a couple hours. No other physical problems. Never had any 

carcinoid syndrome symptoms. My Octreoscan was negative even though the CT scan showed 

the tumor. Some of us are Octreoscan negative due to lack of receptor uptake. The only initial 

bloodwork elevations were Serotonin (550), all of the other markers were in normal range 

(ChromograninA, 5HIAA urine). In 2014 my oncologist suggested I see a "carcinoid specialist" 

and I chose Dr. Woltering in New Orleans. I went about 3 years with no new tumors showing up 

until May of 2016 (CT & MRI showed four possible new tumors in various locations). I was started 

on once a month Lanreotide (120mg) and will find out in a couple of weeks if the shots are helping. 

 

I took it upon myself to search the internet for all of the info I could gather after my first surgery 

(tumor removal with small bowel resection). Was learning new things all the time doing internet 

research. After the tumor was definitively found to be carcinoid I began seeing a local oncologist 

and had blood work and CT scans every 6 months. Later there was metastasis to the liver and 

another surgery to remove the right lobe of my liver, my appendix, and gallbladder 

 

If a patient is diagnosed with carcinoid or neuroendocrine tumor I would like to see the patient 

given carcinoid specialist information from second opinions especially in states where there are 

no "real" carcinoid specialists. I was diagnosed in 2012 and have had two surgeries (2012 & 

2013). In 2014 I started seeing Dr. Woltering a NET specialist out of state. I would HIGHLY 

recommend anyone diagnosed with carcinoid (neuroendocrine cancer) to at least consult with a 

NET specialist as a second opinion or have their doctor consult with them. I would also 

recommend joining a carcinoid support group. I am not sure where this whole journey will take 



me but my faith in God and support and prayers from family, friends, and people in my support 

group help sustain me. 

 


