
MTC FAQ’s (For Newbies & Others) 
STEPHANIE GEE·WEDNESDAY, MARCH 15, 2017· 

Here are some frequently asked questions in the group. This document should be a reference to 

help find information quickly. What this SHOULDN’T do is discourage you from asking a 

question, even if you see it here. This community is built on answers and your questions 

are always, always (Seriously. Always) welcome.  

You’ll probably feel overwhelmed with all this information, especially if you’re new. Don’t be 

alarmed. Just read at your own pace. You don’t have to know all of this at once. Just take what you 

need & come back as often as you’d like.  

TO ASK A QUESTION: Type it in by editing the document. If you have questions, feel free to ask 

Stephanie or any admin. If you’re asking a question, please make sure it’s not one that has already 

been asked on here. 

ANSWERS: Answers to questions should be no more than 5-10 lines of information. Please feel 

free to use links to other information by pasting it under the question. We want the information 

to be quick and highly accessible.  

INPUT ABOUT THIS DOCUMENT: We’re always open to suggestions! Just start a discussion about 

it & we’ll see if we can amend.  

********************************************** 

Questions:  

Q: I (or someone I love) is newly diagnosed. What do I need to do next?  

A: First, it’s important to remember that MTC is usually a slow-growing cancer. There’s probably 

some time to think. Second, no one here is a medical doctor. We’re all going to have opinions and 

we’re happy to share but remember to check everything with your doctor.  

People sometimes find it helpful to get together a notebook or a binder of some kind to note 

down thoughts. You’ll get lots of information quickly & however you record it, do that.  

After you get yourself sorted out a little, then it’s time to read & ask questions. Read the 

guidelines, when you can. They’ll be helpful to understand HOW your doctor should be treating 

you, probably. Especially if you’re not being seen at one of the Centers of Excellence. If you can 
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get to a COE, it’s probably a good idea. There’s lots of discussion about it on the group. Don’t feel 

pressure. You’re driving this bus. 

Q: Are there different kinds of MTC? 

A: Yes. There are two types - sporadic & familial. Sporadic means there isn’t a genetic marker in 

your DNA that made this cancer happen. It could have been any number of environmental factors 

but the only thing we can say for sure is, it’s not caused by your genetic soup. These make up the 

majority of MTC cases, about 80%. Familial means that you have a genetic marker and your MTC 

came from your genetic soup. That accounts for about 20% of the MTC cases. If you are 

determined to be familial, you’ll need to look into MEN (***Need more info here**)  

Q: What are the genetic mutations of MTC?  

A: Your primary tumor can be tested so that you’ll know the genetic mutation of the MTC you 

have. Here’s a chart that shows the possible genetic mutations. It’s possible your MTC will not 

have one of these mutations. Be sure to consult with your doctor. This information can be 

important in knowing which TKI’s are most effective or ineffective.  

Q: What’s a Center of Excellence? 

A: It’s a place where the doctors see & treat several cases of MTC per year. Some of them are 

places like MD Anderson in Houston, ...(If anyone else can name them before I edit this, please 

do!)  

Q:  

Q: I can’t get to a Center of Excellence. My doctor doesn’t know much about MTC. What 

should I do? 

A: Well, there are a few options. You can have your doctor call the specialists from the COE. 

They’re usually happy to consult. You can give them the guidelines. Here’s a video with other 

physicians talk about MTC to an intended audience of other doctors. The group often has some 

ideas about how you can help your team get the information they need, so don’t hesitate to ask. 

In short, if your doctor doesn’t know much about MTC, you’re going to need to know even more 

and advocate even harder for the care you need. We’re here to support you while you do it.  
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*********** 

Acronyms used in the group:  

COE: Center of Excellence - places that frequently treat MTC patients and have increased 

knowledge of the disease because of the amount of times per year they see it. 

CTN: short for calcitonin 

MDA: MD Anderson in Houston 

 

*********** 

Links to commonly cited files in the MTC Facebook Group: 

 

********** 

Links to outside sources: 

• ThyCa Medullary Website: http://www.thyca.org/mtc/  

• ThyCa Medullary Handbook: 

http://www.thyca.org/download/document/630/MTChandbook.pdf 

• ATA Guidelines on Medullary Thyroid Cancer: 

http://online.liebertpub.com/doi/pdfplus/10.1089/thy.2014.0335 

• MTC Video Series: http://www.onclive.com/peer-exchange-archive/managing-mtc 

• Registry for MEN2 & Familial MTC: http://www.thyca.org/news/medregistry 

• National Cancer Institute on MTC: https://www.cancer.gov/types/thyroid/hp/thyroid-

treatment-pdq#link/_132 

• Here’s a book written by several of the Meddies about their experiences: 

https://www.amazon.com/Diagnosis-Medullary-Thyroid-Cancer-

Memoirs/dp/1478761288/ref=mt_paperback?_encoding=UTF8&me= 
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