
 

TELL YOUR STORY: Julie Riecken 

I really didn't have access to good information in the first year after my diagnosis, and that 

made me uncomfortable. Knowing that I had cancer, but couldn't do anything about it was so 

frightening. Sandostatin helped greatly, but I was still having some issues, and the flushing that 

I'd had my entire adult life was getting worse. I didn't understand and was encouraged by my 

family to find a NET specialist. Seeing a NET specialist was a turning point in taking control of 

and understanding my disease. 

2014 was a bad year. I've had minor digestive issues for as long as I can remember, but 

they started getting worse that year. First, I would have diarrhea once or twice a week, then every 

day, then multiple times each day. By the summer of 2014, it was 10-20 times per day. I wouldn't 

eat during the day, but would eat when I got home from work, only to be in the bathroom all night 

- but I was starving! I was referred to a GI specialist who did tests over several months, finally 

finding something pushing against my stomach in an endoscopy. I was referred for a CT scan. 

October 13, 2014, I was told that I had a mass on my pancreas and spots on my liver. The worst 

day of my life. At that point, I thought I had "normal" pancreatic cancer because that's all I was 

familiar with. On October 17, the surgeon told me I had neuroendocrine cancer, and explained 

that this will be a long-term chronic illness that could be controlled by monthly Sandostatin shots 

administered by a local oncologist. 

Local doctors should learn more about this disease. Every time I need to call any of my 

local doctor's offices, I have to start over to tell my story. I think the primer for health care 

professionals is excellent. It would also be helpful to know what standard of care should be, and 

share that information with oncologists and surgeons. I was first told that surgery wasn't an option 

because Sandostatin would manage my disease for decades. I now know that's not realistic. In 

June 2015, I had surgery to remove the primary tumor, my spleen, my gallbladder, and ablation 

to some of the lesions on my liver. My liver is still a work in progress. My disease has been stable 

since my initial diagnosis. 



I attended the NET patient conference this year and learned so much about potential 

treatments. I think better information about diet to help with symptoms, a standard of care for 

managing the disease, and a plan for future treatment is critical. Of course, we need PRRT 

availability in the US. I know that's in my future - it's just a matter of when and where. I'm still 

unclear on if I should do that now while my disease is stable, or if it's OK to wait until it's passed 

by the FDA and I show some progression. 

Word of advice, try to get involved and learn everything you can. Lean on your family when 

you need to. It's helped for my family to keep me busy and active, but they also know that 

sometimes I have bad days. Another thing is to try to live your life and make sure the disease 

doesn't consume every minute of your day. That's hard to do, and I haven't done it yet, but I'm 

working on it! For me, this is a marathon, not a sprint 


