
 Don’t be in the dark about desmoid tumors

UNDERSTAND WHAT’S NEXT

or

Discussion Guide

Use these questions to help inform your conversation with your doctor 
and get the most out of your next appointment.

While there are currently no approved treatments specifically for desmoid tumors, it’s never too  
early to start the conversation about your care. 

•  Can desmoid tumors grow or extend into  
other parts of my body?

•  How can a desmoid tumor impact my life— 
physically, socially, and emotionally?

•  Is there a cure for desmoid tumors?

•  Is surgery an option for desmoid tumors? 

•  What are the risks of surgery?

•  Can my desmoid tumor come back after  
it’s been removed?

•  What kinds of specialists should I consult with? 
Are there hospitals or health centers that  
specialize in desmoid tumor treatment? 

•  Are there treatment options available?  
What are the risks and benefits?

•  What is a desmoid tumor? 

•  What are the risk factors associated with  
desmoid tumors? 

•  What are the signs and symptoms of desmoid 
tumors?

•  How do you test for a desmoid tumor? Can a  
biopsy determine if I have a desmoid tumor?

•  Are there doctors who specialize in treating  
desmoid tumors? How do I find a desmoid  
tumor specialist?

Desmoid tumors are rare, and being diagnosed with one can leave you with more questions  
than answers. Understanding the nature of this disease and the unpredictable ways desmoid  
tumors and their “tendril-like” growths can affect your body is important. 

If you have been diagnosed  
with a desmoid tumor,  

consider asking:

If you or your doctor think  
you may have a desmoid tumor,  

consider asking:



To learn more, visit our website at DesmoidTumors.com

Rein in Sarcoma 
reininsarcoma.org

The organizations listed are independent of SpringWorks Therapeutics. SpringWorks is providing these links 
to help patients find more information about desmoid tumors, but inclusion on this list does not represent  

an endorsement or a recommendation from SpringWorks for any group or organization. 

National Organization  
for Rare Disorders (NORD)

rarediseases.org

Desmoid Tumor Research 
Foundation (DTRF)

dtrf.org
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Sarcoma Alliance for Research 
through Collaboration (SARC) 

sarctrials.org
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