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1. Endometriosis 

Endometriosis is a condition where tissue similar to the lining of the womb 
(endometrium) grows outside the womb. This tissue acts in the same way 
as the womb lining. It thickens, breaks down, and bleeds during the period 
(menstrual cycle). Because this blood cannot leave the body, it can cause 
inflammation, pain, scarring, and problems getting pregnant (fertility 
issues). 

 

Commonly affected areas 

• Ovaries 

• Fallopian tubes 

• Lining of the pelvis 
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• Uterine ligaments (uterosacral and broad ligaments) 

• Pouch of Douglas (the space between the womb and back passage 
(rectum) 

• Bladder 

• Bowel (back passage and lower bowel) 

 

Less Common (outside the pelvis) areas 

• Diaphragm 

• Lungs (thoracic endometriosis) 

• Abdominal wall (including areas of previous surgery) 

• Perineum (area between the vagina and back passage) 

• Nerves (such as sciatic, obturator, or pelvic nerves) 

 

2. Pelvic anatomy and Endometriosis sites 

The diagram shows the common areas where endometriosis can grow. 

 

 

 

“Endometriosis” by BruceBlaus is licensed under CC BY 3.0 

http://www.uhcw.nhs.uk/
https://en.wikipedia.org/wiki/Endometriosis
https://en.wikiversity.org/wiki/WikiJournal_of_Medicine/Medical_gallery_of_Blausen_Medical_2014
https://creativecommons.org/licenses/by/3.0/deed.en
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3. Stages of Endometriosis 

Endometriosis is described by where it is, how deep it goes, and how 
severe it is. The most common system used is the Revised American 
Society for Reproductive Medicine (rASRM) staging system. 

 

Stages: 

Stage 1 (Minimal): Small, shallow areas of endometriosis, no major 
scarring. 

Stage 2 (Mild): More areas, a bit deeper with small amounts of scar 
tissue. 

Stage 3 (Moderate): Deep areas, small ovarian cysts (endometriomas), 
and mild to moderate scar tissue. 

Stage 4 (Severe): Large ovarian cysts, many deep areas, dense scar 
tissue, and possible bowel or bladder involvement. 

 

 

 

CC-BY publishing and reader permissions – BioRender Help 

http://www.uhcw.nhs.uk/
https://gbr01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fhelp.biorender.com%2Fhc%2Fen-gb%2Farticles%2F21283116932765-CC-BY-publishing-and-reader-permissions%23h_01JC3Y8EDXT21RE3N734V5GB1R&data=05%7C02%7CHealth.Information%40uhcw.nhs.uk%7C2e235ca32efc4369f39f08de331c0307%7C5f71d8f169ef41d19f1e4d7c4b7b47e4%7C0%7C0%7C639004392565690927%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=c0P6oHBSDUnTdC9CKnenQSgu0hyHUhYxSCQpdm8F7qA%3D&reserved=0
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Note: Staging does not always match symptoms. Some people with mild 
disease can have severe symptoms, while others with severe disease may 
have little discomfort. 

 

4. Symptoms of Endometriosis 

Endometriosis can cause many different symptoms. These can be mild or 
severe and may be similar to other conditions. 

Common symptoms: 

• Painful periods (dysmenorrhea) – Cramping before and during your 
period. 

• Pelvic pain – Ongoing discomfort that can happen outside of periods. 

• Pain during or after sex (dyspareunia). 

• Pain with bowel movements (dyschezia) – Common if the bowel is 
affected. 

• Painful urination (dysuria) – If the bladder is affected. 

• Heavy or irregular periods (menorrhagia). 

• Bloating and tiredness – Related to inflammation. 

• Difficulty getting pregnant (subfertility/infertility). 

• Bowel changes – Such as constipation, diarrhea, or bleeding during 
periods. 

Note: The severity of symptoms does not always match how advanced the 
disease is. 

  

How Endometriosis causes symptoms 

The exact cause of endometriosis is not fully known, but it is thought to 
involve hormones and inflammation. 

Hormonal effects 

• Tissue like the womb lining grows outside the womb and responds to 
oestrogen, just like the womb lining. 

• This causes the tissue to thicken, breakdown, and bleed during your 
period, which can lead to pain and swelling. 

http://www.uhcw.nhs.uk/
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Inflammation and scar tissue 

• Repeated bleeding from this tissue can irritate nearby areas, causing 
ongoing inflammation and discomfort. 

• Over time, scar tissue (adhesions) can develop, making internal organs 
such as the ovaries, bowel, and bladder stick together. This can lead to 
ongoing pain and limited movement. 

 

Effect on fertility 

• Endometriosis can damage the fallopian tubes and ovaries, which may 
make it harder to get pregnant. 

• Many people with endometriosis do conceive naturally. More 
information is provided later in this leaflet.  

 

Ovarian cysts (endometriomas) 

Tissue on the ovaries can form cysts filled with old blood, sometimes 
called chocolate cysts. 

These cysts can grow and cause discomfort, especially if they rupture. 

In rare cases, an ovary can twist (ovarian torsion), causing severe pain 
that needs urgent medical care. 

 

5. Investigations and diagnosis of Endometriosis  

Diagnosing endometriosis can be difficult because symptoms are different 
for each person and can be similar to other conditions, such as irritable 
bowel syndrome (IBS), painful bladder syndrome, or pelvic inflammatory 
disease (PID). On average, it can take up to 8 years to get a formal 
diagnosis. 

 

Ways endometriosis is identified: 

Laparoscopy: a key method involves a small surgical procedure called 
laparoscopy. This allows doctors to look inside the pelvis and, if needed, 
take a small tissue sample (biopsy) to confirm the condition. 

Scans: In some cases, ultrasound or MRI scans can show signs of 
endometriosis. 

http://www.uhcw.nhs.uk/
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Based on symptoms: Sometimes, a diagnosis is assumed from the 
symptoms, allowing treatment to start without surgery. 

 

Diagnostic tests for Endometriosis 

Blood Tests: There are currently no blood tests that can directly diagnose 
endometriosis. 

Ultrasound Scan: This scan looks at the womb and ovaries. It can identify 
ovarian cysts (endometriosis). Smaller areas of endometriomas may not 
show on an ultrasound. Sometimes, the scan can suggest endometriosis if 
an ovary looks out of place or stuck to other tissues. If you have not had a 
recent ultrasound, one is usually recommended. A normal scan does not 
completely rule out endometriosis. 

Laparoscopy: This keyhole surgery is done under general anaesthetic. A 
small camera and instruments are inserted through tiny cuts in the 
abdomen to examine the pelvic organs. Scar tissue, adhesions, deep 
nodules, and ovarian cysts can be seen. A small tissue sample (biopsy) 
may be taken to confirm the diagnosis. In mild to moderate cases, 
treatment may be done at the same time. However, surgery is not always 
the first choice, as some people can be managed without it. 

MRI Scan: An MRI may be done before surgery if deep or extensive 
endometriosis is suspected. It helps to show the severity and extent of the 
condition. 

Other tests: If deep endometriosis may be affecting the bowel or bladder, 
additional tests such as a sigmoidoscopy/colonoscopy (to check the bowel) 
or cystoscopy (to check the bladder) may be needed. 

 

6. Endometriosis and fertility 

Many people with endometriosis can get pregnant naturally. Endometriosis 
is found in around 1 in 4 people who are being checked for difficulties 
getting pregnant. It is seen around 15-20% of patients who are having 
tests for infertility.  

The link between endometriosis and fertility is not yet fully understood.  

There are no surgical procedures proven to prevent fertility problems 
caused by endometriosis. However, if you are finding it hard to get 
pregnant, seeing a fertility specialist is the first step in exploring treatment 
options. 

 

http://www.uhcw.nhs.uk/
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In Coventry, we work closely with the Centre for Reproductive Medicine, 
which is located within this hospital. This means that patients with fertility 
concerns linked to endometriosis can get specialist advice and care. 

 

Endometriosis is often found during fertility issues. In mild cases, it is not 
always clear if it affects fertility. Mild endometriosis is unlikely to have a 
major impact, but more severe disease can cause scaring around the 
fallopian tubes and ovaries, and cysts on the ovaries (endometriotic cysts).  

 

Surgical treatment (laparoscopic) for mild endometriosis may improve 
fertility. In more severe cases, surgery may help, but IVF treatment may be 
just as effective.  

 

If large endometriotic cysts are present in the ovaries (4 cm or more), they 
are usually removed before IVF. This is because it may reduce the number 
of eggs collected or may become infected after the egg collection process. 
Most cysts can be removed through keyhole surgery. It is usually best to 
remove the cyst or drain it and destroy the cyst lining, as draining alone 
often leads to the cyst returning. 

Surgery is mainly advised if endometriosis is causing troublesome 
symptoms. As noted earlier, medical treatments do not improve fertility. 
Surgery may also increase the chance of becoming pregnant naturally. 

 

7.Treatment options for Endometriosis 

Pain Management 

Pain from endometriosis often treated with over-the-counter pain 
medicines such as paracetamol and non-steroidal anti-inflammatory drugs 
(NSAIDs) like ibuprofen. NSAIDs can help reduce inflammation and may 
cut pain by up to half. 

 

If these do not give enough relief, your doctor may prescribe stronger pain 
medicines. In severe cases, you may be referred to a pain specialist. Long-
term use of opioid painkillers is generally avoided because of the risk of 
dependence, chronic constipation, and increased pain sensitivity 
(hyperalgesia). 

http://www.uhcw.nhs.uk/
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For people who have lived with long-term pain, the body can sometime 
react more strongly to pain signals. In these cases, medicines such as 
amitriptyline may help by calming the way the nerves send pain messages. 

 

Hormonal treatment for Endometriosis 

Oestrogen encourages endometriosis to grow. Symptoms often improve 
when the ovaries are less active, such as before puberty, during 
pregnancy, or after the menopause. Hormonal treatments work by 
reducing or temporarily stopping oestrogen production to help ease 
symptoms. 

 

First-line hormonal treatments 

The first hormonal treatments usually come contraceptive methos, such 
as: 

• Combined oral contraceptive pill (oestrogen and progesterone) 

• Progesterone-only pill (mini-pill) 

• Hormonal injections 

• Implants 

• Intrauterine devices (IUDs), such as the Mirena or Benelixa coils 

 

There is no strong evidence that one contraceptive method works better 
than another for endometriosis pain, but each options work in a slightly 
different way. Some can also help with heavy periods. Your healthcare 
provider will help decide which option suits you best. 

You usually need to try hormonal treatment for 3-6 months to see if it 
helps. If symptoms improve, no further treatment may be needed. 

 

Medicines for Endometriosis 

Progesterone-based treatment 

• Dienogest: This medicine is specifically approved to treat 
endometriosis pain. It can reduce pain, shrink ovarian cysts 
(endometriomas), and slow the return of endometriosis after surgery. 
Side effects are usually mild, with headaches being the most common 
(around 0.4% of users). 

http://www.uhcw.nhs.uk/
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Second and third-line treatments 

If first-line hormonal treatments do not help, other options may be 
considered: 

• GnRH antagonists (Ryeqo): This oral medicine blocks certain brain 
signals that control oestrogen and progesterone production. By lowering 
these hormones, it temporarily mimics the early menstrual cycle, 
helping to reduce symptoms. 

• GnRH agonists: These medicines create a temporary menopause-like 
state by lowering oestrogen levels. 

• Hormone replacement therapy (HRT): HRT is often given alongside 
GnRH treatment to prevent menopausal symptoms. The length of 
treatment depends on symptoms, goals, and overall health. 

 

8.Surgical treatment for Endometriosis 

Surgery can be used to diagnose and treat endometriosis. Laparoscopic 
surgery, also called keyhole surgery, lets surgeons remove or destroy 
endometriosis tissue and scar tissue using cutting or heat. 

 

Effectiveness of surgery 

• Surgery can reduce pain for many people. 

• Combining surgery with hormonal treatment (such as a Mirena coil, 
Dienogest, or GnRH therapy) can help control symptoms for longer. 

• Surgery results can vary, and symptoms may come back over time. 

 

Complex Endometriosis cases 

Sometimes endometriosis is more severe than expected, which can make 
complete removal more difficult. In these cases, extra evaluation and a 
team approach may be needed. This could include specialists in fertility, 
bowel surgery, urology, plastic surgery, or chest surgery. 

 

After surgery, a follow-up scan and appointment are usually arranged to 
review the results and plant next steps. Complex cases are often 
discussed in a multidisciplinary team (MDT) meeting, where healthcare 
professionals decide the best treatment based on symptoms and patient 
preferences. 

http://www.uhcw.nhs.uk/
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Hysterectomy and advanced surgical options 

For people with severe symptoms who have completed their family 
planning, a hysterectomy (removal of the womb and cervix) with or without 
removal of the ovaries and fallopian tubes may be considered as a last 
resort. 

• Hysterectomy without ovary removal: If the ovaries are left in place, 
endometriosis can come back in about 4 out of 10 people within 5 year 
(40 out of 100). Hysterectomy is also an effective treatment for 
adenomyosis, a condition often linked with endometriosis. 

• Oophorectomy (removal of ovaries): Removing both ovaries 
prevents endometriosis from returning in up to 9-9.5 out of 10 people. 
Your doctor will discuss the risks and benefits before this procedure. 

• Hormone replacement therapy (HRT): After ovary removal, HRT may 
be recommended to manage menopausal symptoms and help reduce 
the risk of endometriosis coming back. 

 

Surgical risks and preparing for surgery 

Surgical risks 

Before surgery, your surgeon will explain the possible risks and other 
treatment options. For complex endometriosis surgery, you will get a 
separate patient information leaflet. For standard laparoscopic (keyhole) 
surgery, the main risks include: 

• Temporary pain in the abdomen and shoulder from the gas used to 
inflate the abdomen. 

• Bruising and small scars around the cuts. 

• Infections in up to 5 out of 100 (5%) patients, including lung, urinary, or 
wound infections. 

• Bleeding or hernia at the cut sites in about 1 out of 100 cases (1%) of 
cases. 

• Serious complications (1 in 500 chance) such as damage to organs like 
the bowel, bladder, ureter, or blood vessels, or the need for open 
surgery. 

• Rare life-threatening complications, such as blood clots or severe 
medical reactions. 

http://www.uhcw.nhs.uk/
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• Persistent or unexplained pain - up to half of patients, the exact cause 
of pelvic pain may not be found, and symptoms may continue despite 
surgery. 

 

Risk of recurrence and repeat surgery 

• Around one-third of patients who feel better after surgery may have 
symptoms return. 

• Multiple surgeries increase risks and may lead to more complications. 
Because of this, the decision to have surgery should be carefully 
weighed against potential benefits and risks. 

 

Preparing for surgery 

Taking steps to improve your health before surgery can make it safer, help 
you recover faster, and reduce complications. Recommended preparations 
include: 

• Healthy body weight (BMI): Surgery is usually done only if BMI is 
below 35. 

• Quitting smoking: Smoking increases the risk of complications and 
slows healing. 

• Eating a nutritious diet: A balanced diet supports the immune system 
and helps recovery. 

• Staying physically active: Regular exercise helps improve circulation 
and helps your body heal after surgery. 

 

Pre-surgical medicines 

To help control symptoms and make surgery easier, your doctor may 
prescribe injections such as GnRH agonist (Prostap or Zoladex) for 3 to 6 
months before surgery. These medicines temporarily reduce 
endometriosis, which make the operation more effective. 

 

Before surgery, you will have a pre-operative assessment. The healthcare 
team will check your general health and carry out any tests needed to 
make sure you are fit for surgery. 

 

http://www.uhcw.nhs.uk/
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Bowel preparation and stoma consideration 

• Bowel preparation: On the morning of surgery, you may need an 
enema (a liquid put into the back passage) to empty your bowel. This 
may be done at home or in the hospital, depending on your surgery 
time. 

• Temporary stoma: In some cases, a temporary stoma may be needed. 
This is when the bowel is diverted through an opening in the abdomen 
into a bag to allow it to heal properly. 

• Stoma support: If there is a chance you may need a stoma, you will be 
referred to a specialist stoma nurse before surgery for guidance and 
support. 

 

9. Support links and resources 

• Endometriosis UK: 

www.endometriosis-uk.org 

• British Society for Gynaecological Endoscopy (BSGE): 
www.bsge.org.uk 

• NHS – Endometriosis overview: 

www.nhs.uk/conditions/endometriosis/   

• BSGE Endometriosis Centres: 

Find BSGE Accredited Endometriosis Centres in the UK 

• Royal College of Obstetricians & Gynaecologists (RCOG): 
www.rcog.org.uk 

• RCOG - Endometriosis patient information leaflet: 

Endometriosis | RCOG 

• RCOG - Laparoscopy recovery leaflet: 

Same link as above 

 

10. Contact information and resources 

Endometriosis Specialist Team: 

• Endometriosis nurses: 024 7696 6674 

• Appointment queries:  024 7696 4000 

http://www.uhcw.nhs.uk/
http://www.endometriosis-uk.org/
http://www.bsge.org.uk/
http://www.nhs.uk/conditions/endometriosis/
https://www.bsge.org.uk/centre/category/accredited-centres/
http://www.rcog.org.uk/
https://www.rcog.org.uk/for-the-public/browse-our-patient-information/endometriosis/
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• Email: Endometriosis@uhcw.nhs.uk 

 

Emergency advice: 

• Emergency Gynaecology Unit (EGU): 024 7696 7222 

• Ward 23 (Second Floor) 

 

This leaflet provides general information and does not replace professional 
medical advice. Please speak to a healthcare professional for personalised 
guidance. 

 

The Trust has access to interpreting and translation services. If you need 
this information in another language or format, please contact  
024 7696 7222 and we will do our best to meet your needs. 

 

The Trust operates a smoke free policy. 

 

Did we get it right? 

We would like you to tell us what you think about our 
services. This helps us make further improvements and 
recognise members of staff who provide a good service. 

Have your say. Scan the QR code or visit: 
www.uhcw.nhs.uk/feedback  
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