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Abstract

Endometriosis is a disease characterised by endometrium-like tissue growing outside of the

uterus. While this disease is found in over 176 million people worldwide, the recognition and

acknowledgement of the disease are still lacking. Despite the prevalence of endometriosis, it

takes an average of 7 years to diagnose the disease, with most patients initially being

misdiagnosed. This short article aims to describe the reasons for the long diagnosis time, as well

as to illustrate what improvements have been made within the endometriosis space over the past

years. Finally, I will make some policy suggestions I believe could improve the diagnosis time

and treatment of endometriosis in the future.

Lessons for practice

● Endometriosis presents itself in an array of symptoms that are often misconceived as

other diseases. The training of health care providers plays an important role in

differentiating these diseases from one another and shortening diagnosis times in

general.

● Endometriosis can present symptoms in the whole body and can therefore be classified

as a ‘systemic disease’. Patients can benefit from multidisciplinary treatment that

considers this.

● The prevalence of endometriosis can be compared to other diseases like type 1 diabetes,

but the awareness of this disease is lower. It can be wondered if this has any linkage to

endometriosis mainly being found in women.
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“If endometriosis was a penis disease, there would have been way more funding for research.”

– dr. Maddy Smeets (Pointer, 2022).

I knew I wanted to research an unmet medical need for my thesis. Then I came across

endometriosis: a disease found in 10% of menstruating people with an average diagnosis time of

7 years. I wondered how a disease that is so common could have such a long diagnosis time and

if any improvements have been made. I took the opportunity to research if and how

endometriosis recognition and acknowledgement have changed over the past ten years, starting

in the Netherlands, where I am based. When mentioning my topic to friends and family, only

two people knew what I was talking about – confirming my suspicion that there was little

recognition of the disease. I explained to my friends that endometriosis is a condition

characterised by tissue growth similar to the endometrium outside the uterus (As-Sanie et al.,

2019; World Health Organization, 2021). This disease can present in various symptoms, from

pain during menstruation to infertility (World Health Organization, 2021). Misdiagnosis is

widespread, with an estimated 65% of patients initially misdiagnosed (Taylor et al., 2021).

You might wonder why a disease found in

over 176 million people worldwide is so hard

to diagnose (Taylor et al., 2021). The first

reason is that endometriosis has divergent

symptoms that overlap with other diseases,

such as irritable bowel syndrome and painful bladder syndrome (As-Sanie et al., 2019). The

second reason is that diagnostic tools are limited. Until this year, the gold standard for diagnosis

was laparoscopy, a surgery that allows access inside the abdomen and pelvis without having to

make a large incision (ESHRE, 2022; NHS, 2018). However, this surgery cannot always answer

the question of whether someone has endometriosis (ESHRE, 2022; Hudson, 2022). Guidelines

recommend an MRI scan for diagnosis, but this method has difficulty diagnosing superficial

peritoneal lesions (the most common type of endometriosis) (ESHRE, 2022; World Health

Organization, 2021). For this reason, a negative outcome does not preclude endometriosis,

which means a laparoscopy may still be needed. Thirdly, you may ask whether the prolonged

diagnosis time has anything to do with the disease primarily developing in women. While ‘only’

9 million people worldwide have type 1 diabetes, many people know about it, which is not the

case for endometriosis (Health Action International, n.d.).

During my research, I discovered that some things have changed over time to attempt to cut

back diagnosis time. The European endometriosis guideline was revised in 2022, with new

chapters and information added to the 2014 guideline (ESHRE, 2022). This new information

aims to debunk common misconceptions such as that it is impossible to get pregnant when

suffering from endometriosis. Next, countries like Australia and France have installed a national

action plan to increase recognition and acknowledgement of endometriosis (Australian

Department of Health, 2018; The Connexion, 2022). In 2022, President Macron initiated a

three-step plan that includes investment in scientific research, training of doctors and

paramedics to recognise symptoms, and an awareness campaign. Another significant

development in the past years is the use of Facebook groups, which provide a powerful platform

for patients to share their thoughts and experiences. These groups give information on types of

endometriosis, which doctors perform what kind of surgery, and tips on gaining a diagnosis

from health care provider, such as your GP or gynaecologist.
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Despite these steps in the right direction, patients do not seem to feel that recognition and

acknowledgement of endometriosis have improved. I sent out a partially open-ended

questionnaire which was answered by 7 patients. I also interviewed several endometriosis

patients and gained some impactful stories. Patients explained that they often did not feel taken

seriously by the health care providers they visited. It has taken many of them several

appointments or second and even third opinions to obtain a diagnosis. Many doctors advise

taking the pill to treat symptoms but fail to follow up with these patients. Another issue the

patients raised is that endometriosis is a ‘systemic’ disease affecting the whole body.

Importantly, patients feel that doctors fail to treat endometriosis this way. As one patient said:

“Endometriosis can be up in your lungs and stuff, and a general gynaecologist does not have

the skills to operate near my lungs. So why would I go near them? Just because it’s a women’s

problem, [it] doesn’t mean we need to lump it in with gynaecology, you know?”

In conclusion, I have seen some serious attempts in the last couple of years to increase the

recognition and acknowledgement of endometriosis. However, the people who need to benefit

from these developments, the patients, experience little to no improvement. With this in mind, I

would like to make two policy recommendations. The first is arranging an awareness campaign

for the general public and health care providers especially. This way, symptoms are hopefully

recognised sooner, relieving much pain and stress also because patients feel taken more

seriously. Second, I would suggest treating endometriosis as a systemic disease. Since patients

deal not only with physical symptoms all over their bodies but also with mental health issues,

implementing multidisciplinary treatment is an absolute must.
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