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 10", 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 1in 10 but a respected local surgeon says in his practice the number is
closerto 1in 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
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BODY SYSTEMS AFFECTED
BY ENDOMETRIOSIS

& THE SYMPTOMS THEY CAUSE
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NEUROLOGICAL

NEUROLOGIST

¢ Lower Back & Neck Pain ég IM,MUNE_ .

INTERNAL MEDICINE &
e Sciatica INFECTIOUS DISEASES
¢ Anxiety, Depression, & Mood ¢ A Previously Strong
Changes Immune System Becomes
* Migraine Headaches, Very Weak
possibly with Vision Changes e EXCESSIVE Fatigue

¢ Brain Fog ¢ Higher Autoimmune Rates
ENDOCRINE SKELETAL
ENDOCRINOLOGIST ORTHOPEDIST

e Fatigue ¢ Attaches to Ribs & Bones
* Fainting ¢ Reduced Mobility

* Hormonal Imbalances Due to Adhesions

¢ Weight Gain e Back Pain

e Thyroid Disease/Dysfunction e Joint Pain

e LegPain

CARDIOVASCULAR

CARDIOLOGIST PULMONARY

» High Heart Rates

» Postural Orthostatic Tachycardia
Syndrome (POTS)

e 20% Greater Risk of Heart Attack

¢ Increased Risk of Heart Disease

DIGESTIVE

GASTROENTEROLOGIST

¢ Daily Abdominal Pain
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e |BS (Constipation & Diarrhea) o
¢ Acid Reflux .
* Intestinal/Stomach Issues .
e Liver Problems

* Bloating/Nausea/Vomiting .
e Rectal Bleeding .
¢ Unhealthy Microbiome .
URINARY/EXCRETORY

UROLOGIST

* Kidney Failure or Dysfunction
e Ureter Issues

» Bladder Problems
(Repeated UTl's)

O
&

© The Endometriosis Alliance of Massachusetts 2025

PULMONOLOGIST

Chest & Shoulder Pain
Lesions on the Lungs
Difficulty Breathing
Possible Repeated
Collapsed Lung Issues

REPRODUCTIVE
GYNECOLOGIST

Loss of Fertility

Pain During Intercourse
Pain During Menses &
Ovulation

Abnormal Bleeding
Pelvic Floor Dysfunction
Damage to Ovaries &
Tubes Including Cysts
Getting Pregnant &
Staying Pregnant
Possible Adverse
Obstetrical Outcomes
Mood Swings with Birth
Control

Fever during Menses
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