
Frequently Asked Questions about ENDOMETRIOSIS 
 
What is endometriosis? 
Endometriosis is a chronic condition where tissue like the uterine lining grows outside the uterus, causing 
inflammation, dysfunction, scarring and pain.  It often attaches to most internal organs – heart, lungs, 
ovaries, intestines, liver, rib cage, rectum, etc. – and can be quite destructive. 
 
What are the symptoms? 
See infographic on next page 
 
How is endometriosis diagnosed? 
Unlike most chronic illnesses, endometriosis cannot be detected by any test or scan (there are exceptions).  
Today, the best approach is an in-person screening by an endometriosis specialist followed by laparoscopic 
surgery.  Diagnosis and treatment often happen at the same time. 
 
How long does it take to diagnose? 
The published average time to diagnosis is 8-12 years, but with the 35 people who testified at the State House 
on July 10th, that average was 18.5 years!  Delayed diagnosis can lead to mental health concerns, severe 
financial repercussions and infertility. 
 
Why does it take that long? 
Aside from not having any definitive test, endometriosis impacts so many internal organs – heart, lungs, 
stomach, intestines, bladder, liver, ovaries, ribs – that it mystifies medical professionals and patients are 
misdiagnosed 75% of the time.  Often, it’s by chance that patients learn they have endometriosis.   
 
How is it treated? 
Endometriosis is treated differently in each patient.  Some live with chronic abdominal pain, others have 
heart and lung issues, and more commonly around half of the women who struggle with infertility do not 
know they have endometriosis.  Of course, these patients would be treated very differently from each other. 
 
What are some outcomes if it is not diagnosed or treated? 
Irreparable damage can be done to internal organs causing issues related to breathing, heart rate, 
metabolism, digestion, immunity, to name a few, plus there is the debilitating effect of chronic inflammation 
and pain. The most common issue with a late diagnosis is the negative impact on fertility and mental health.   
 
How many people have it? 
Most studies indicate this affects 1 in 10 but a respected local surgeon says in his practice the number is 
closer to 1 in 7.  In Massachusetts, there are about 360,000 people affected and 6.5 million in the USA. 
 
What causes endometriosis? 
There are several theories on that, which is one reason we are slow to get diagnostic tools.  In a study in Italy, 
they noted 1 in 10 fetuses already presented with endometriosis, so it is something you are born with.   
 

We need your help to increase awareness 
 

                                                                  



 
 


