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After being misdiagnosed for 9 years, we finally had an answer. At the beginning of the journey, 

the first GI physician had my Zebra (mother) swallow the capsule for the endoscopy. This should 

have been the indication that she was a Zebra when the capsule became stuck in her small 

intestine. Soon after, the plan was to perform surgery to remove the capsule. Eventually, it came 

out on its own but with no pictures. The physicians could not figure why the camera quit working 

and why it became lodged and what made matters worse the physician never followed up. Several 

years later another GI diagnosed her with Crohn's, even after several tests, CT, endoscopy, 

colonoscopy, biopsies, barium tests etc and even being told her stomach looked "angry", the 

cancer was not detected. Only when they went to resect her small intestine was cancer found.  

 

The operating surgeon came out and was "frightened" and did not do the resection because he 

did not know what he was looking at but he did remove her appendix which also had a carcinoma. 

The surgeon who found the carcinoma was not very hopeful he was telling us there was no hope 

at best maybe 2-5 years left to live. I had phoned his office after the procedure because he had 

sent her into Carcinoid Crisis and I was quite upset that he was not helping at all and all he had 

prescribed was Imodium. He indicated there was probably nothing that was going to stop the 

symptoms and was irritated that I was questioning him.  I began researching all I could about her 

diagnosis and looking for Specialist. We were told the only thing that could be done was a 

Sandostatin injection. The several times she has recently been admitted to the hospital, the 

nurses and healthcare providers were confused as to why she does not have a port and why she 

looks so good to have cancer! The Oncologist at the beginning was not very hopeful, however, 

after working with Dr. Eric Liu and seeing the results he was on board to help my Zebra.  

 

 

In the beginning, it can be described as "The Blind leading The Blind". Once researched, we were 

better able to understand this rare cancer and share this knowledge. Health Care professions in 



this area are so unaware of this cancer and what treatments are needed. Everything from them 

questioning cancer, to "You look too good to have cancer" or "You do not have a port and still 

have your hair so how do you have cancer?" The last time my mother was admitted to the hospital 

just a few months ago, the surgeon basically told her "The surgery that Dr. Liu was not going to 

help her at all.", basically telling us to get her affairs in order. One of the nurses was even 

"whispering" questions to my mother asking her all about this cancer and when she was 

diagnosed; why the whispering? We need to not be afraid and get the word out for others. 

 

My mother's health is very compromised at this moment. Cancer has caused malnutrition, partial 

blockages, pancreatitis and many other issues. I am excited to say that she will be having surgery, 

performed by Dr. Eric Liu on October 31st. From there we shall see what all is in store but it is not 

the end and cancer will not win! 

 

The best advice I can give is research. Knowledge is the best tool. Hope is "another day", another 

day to live, fight, and inspire others in this NET Cancer battle. Remember, you may not know who 

is watching or listening to you, they will remember! We all have those days we want to scream, 

cry, or just do nothing but we must not stay there and we must stay strong. The battle is never 

over, we must battle for them. 


