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A fter years of pelvic pain, multiple hospital visits and 
2  surgeries, I breathed a sigh of relief when I finally 
got a diagnosis of endometriosis that explained my 

symptoms. When you have profound symptoms but no diagno-
sis, you feel helpless.

Unfortunately, the pain came back several months after the 
surgery that led to my diagnosis. It felt like someone was rip-
ping open my insides. I needed to go to the hospital right away.

In the emergency room, I described my cyclical sharp pain. I 
explained it was identical to the pain I had right before my pre-
vious surgery. My expectation was that I would be diagnosed 
with a recurrence of endometriosis and referred to a gynecolo-
gist. But this is not what happened.

At triage, I mentioned that I’d had diarrhea. That became the 
focus of my workup. I was told endometriosis does not recur this 
quickly and that gynecology would not see me right away. Instead, 
I stayed in the hospital for a few days being treated by a medical 
team that spent a lot of time ruling out other possible causes for 
my pain with invasive testing. They found microscopic colitis that 
didn’t explain my pain. I was sent home with a few doses of pain 
killers and told to follow-up with my community gynecologist.

I found it difficult to function and manage my pain after I was 
discharged. I cried almost every day from pain and started to 
blame myself for being unable to cope. I was not able to work at 
full capacity. I needed a flexible schedule for tests and appoint-
ments. Medications to help me bridge to surgery were expen-
sive. I was terrified I would become dependent on opioids.

It was several months before I was scheduled for surgery 
again. The operating report said there was “deep infiltrating 
disease, parametrial disease, and posterior uterus disease with 
adhesions.” My gynecologist found extensive, thick endometri-
osis that encased my ureter, and a urologist had to be brought 
in intraoperatively to stent my ureter. 

I’m still recovering from that surgery. My debilitating pel-
vic pain is gone, but I worry that it will come back again. I 
also worry about my fertility  — I’m only 27. I went through 
the motions to freeze my eggs before my surgery, but I could 
not go ahead for several reasons: the cost was high, the 
required hormone injections might have worsened my symp-
toms, and timing it before the surgery was almost impossi-
ble. My gynecologist reassured me that protecting my fertility 
was their priority.

Given my experience, I think the process of understanding 
why a woman might have pelvic pain needs to be faster and 
less invasive.
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