
 

TELL YOUR STORY: Cy Ball 

My diagnosis was mid-gut carcinoid, metastasis to liver, primary unlocated. As often happens, it 

was discovered by accident May 2011. I had a bad cough. A chest X-Ray was inconclusive so 

my PCP ordered a CT Scan. The CT Scan revealed a 6 cm (tennis ball sized) mass in my liver. I 

was hospitalized for about six days. They took a sample from my lungs, turned out to be an 

unusual virus colony that resolved itself without treatment. They did a CT guided drain insertion 

into the tumor and drained it for 4 days. A biopsy was done on the drainage, nothing conclusive 

was found. I was sent home and told that it was a benign cyst. Fortunately, one doctor was not 

satisfied and decided to run further tests done on the drainage fluid. Two days after I left the 

hospital, the doctor called to tell me the findings were "consistent with neuroendocrine tumor". He 

said "I don't know what that is! But, it is said to be cancer." A day later (my 64th birthday), I had a 

CT guided needle biopsy and it was confirmed. 

 

Much information was not given about NET from the doctors nor oncologists. They said I had to 

ask them to get answers. When you know nothing, how do you ask intelligent questions? Most 

doctors seemed to feel their patients did not need to know any details. However, I found 

www.carcinoid.org and read everything there; also found the ACOR listserv and read everything 

I could; found out about the Interscience Institute book: "Neuroendocrine Tumors: A 

Comprehensive Guide to Diagnosis and Management" which I downloaded. Other than online, I 

had no knowledge of other NET patients in Colorado. They noticed me on the ACOR site about 

4 months after my diagnosis. They contacted me and I joined the Colorado Carcinoid Cancer 

Support Group which meets quarterly. It was my first face to face with another patient. I valued it 

so much that I am now the co-leader of that group. 

 

I would have loved to have an introduction to the disease like: "Zebra Talk" from PhillyNETS.org. 

Also, the "Neuroendocrine Tumors a Primer for Healthcare Professionals" from 

www.thehealingnet.org would have been great even though I am not a healthcare professional. 



My personal experience has been that most doctors know little about the disease or they are 

incorrect in what they believe. I found that I had to leave a doctor who believed strongly in "Results 

or Evidence Based Medicine". She would not consider anything that was not fully proven with 

double-blind studies and placed on her checklists. There was no checklist for neuroendocrine. It 

is not yet studied enough. That means we do not get much treatment. There should much more 

awareness in the diagnostic centers about the symptoms that could appear to be other diseases. 

 

Most patients and caregivers could benefit from belonging to a local organization where they can 

meet and talk to others with the same disease. One can feel very isolated because even 

caregivers and certainly family and friends can have little or no understanding of what you are 

going through. 

 


