Endometriosis    Information Leaflet

What is endometriosis?

Endometriosis is a condition where patches of 'womb-lining' (endometrial ) type tissue develop outside the womb. These patches usually form on the outer surface of the womb or the lining of the pelvis or on the ovaries.  Womb-lining may also grow too deeply into the womb muscle, this is called adenomyosis. 

These areas grow under the influence of natural ovarian hormones but cannot be shed at period time like normal womb lining.

Endometriosis can affect women between puberty and the menopause. 

We don’t know why it develops but sometimes several members of one family can be affected. 

It is not infectious and is not associated with cancer.

What are the symptoms?

Symptoms include lower abdominal pain worst the week before a period or severe period cramps during bleeding. Periods may be heavy.

Some women describe pain deep inside during or after intercourse. 

Areas of endometriosis on the ovaries may cause irregular periods. 

Less commonly endometriosis can affect the bowel or bladder and cause pain or bleeding associated with periods. 

All these symptoms can have other causes.

Sometimes endometriosis is discovered during investigations for infertility. We think that only severe endometriosis affecting the tubes and ovaries can be blamed for difficulty getting pregnant. Most women with endometriosis will be fertile.

Symptoms vary a lot between individuals, sometimes a small area causes a lot of trouble but sometimes endometriosis is found during unrelated surgery in women with no symptoms at all.

How do I know if I have endometriosis?

Your doctor may suspect endometriosis because of your symptoms and may detect particular abnormalities with an internal examination. However examination may be normal or just show a tender area which could have a number of other causes.

There are no blood tests for endometriosis and usually an ultrasound scan is normal.

Infection swabs and scans may still be useful to look for other causes of symptoms.

The only definite way to make the diagnosis is by laparoscopy. This is an operation under general anaesthetic where a narrow telescope is inserted into the abdomen through a 'keyhole' incision just below the umbilicus. 

Although this is usually a straightforward procedure there is a small risk of complications from the anaesthetic and about a 1 in a 1000 risk of accidental damage to the pelvic organs which may lead to major surgery.  The risks vary for each individual and are related to body weight and previous medical and surgical problems. A fit and healthy woman could expect to go home the same day and need about a week off work after a diagnostic laparoscopy.

Many women will try treatments for pelvic infection or irritable bowel syndrome for 3-6 months to rule this out before going for a laparoscopy.

What treatments are there?

There are a variety of treatments which need to be chosen on an individual basis depending on the amount and position of the endometriosis and any plans for pregnancy. 

Women with mild symptoms may prefer not to have any treatment at all. Sometimes endometriosis will improve without treatment and it will almost certainly improve at the menopause.

Lifestyle changes to improve general health and reduce stress help many women cope with their symptoms and any side effects from treatments.

Anti-inflammatory drugs eg mefenamic acid (Ponstan), ibuprofen (Nurofen), diclofenac (Voltarol)

These may reduce pain from endometriosis and can be taken alongside hormonal treatments.

Hormonal treatments

These work by temporarily suppressing natural ovarian hormone fluctuations so that the endometriosis 'shrivels' away. Usually 4-6 months treatment is needed although symptoms may begin to improve after a month. After treatment is stopped the ovaries will begin to work normally again but the endometriosis may not regrow. Treatment does not guarantee a lifetime cure.

· Combined oral contraceptive pill: This can effectively reduce symptoms and provide effective contraception. Taking the pill every day without a break may give the best results.

· Progestogen tablets or injection: Taking a steady dose of these female hormones can also reduce symptoms. Most women will not get periods while on treatment but may notice some weight gain or mood changes. The dose in the progesterone only contraceptive pill (mini-pill) is usually too low to work well. Barrier contraception is needed with progestogen tablets.

· The progestogen coated intrauterine system (Mirena coil) provides contraception and stops or greatly reduces menstrual bleeding after 2-3 months. It may be more effective for pain during periods than at other times.

· Danazol tablets have a similar effect to the progestogens but may also cause hot flushes and sweats and sometimes oily skin. Barrier contraception is needed during treatment.

· GNRH analogues  eg goserelin (Zoladex), leuprorelin (Prostap)

      These are monthly 'anti-hormone' injections. Most women will have light irregular bleeding or       

       none at all. Menopausal symptoms such as hot flushes are common but can be treated by taking a

       low dose of HRT at the same time.  Barrier contraception is needed during treatment.

Surgical treatments

· Diathermy or laser ablation can be used to 'burn away' patches of endometriosis or to divide adhesions (bands of scar tissue). Arease of endometriosis and nodules of disease can also be cut out. This is usually done as a laparoscopic (keyhole surgery) operation.

· Surgical removal of an ovarian endometriotic cyst  or the whole ovary. This may be done laparoscopically or may require a bikini line incision.

· Hysterectomy and possible removal of the ovaries. This may be considered if other treatments have failed and the woman has no plan for pregnancy. A steady dose of HRT would be needed after this until age 50 to prevent hot flushes and osteoporosis (brittle bones). Taking HRT like this is not the same as taking it at an older age where there is a higher risk of breast cancer and thrombosis.

This leaflet is for general information only. Please ask your doctor if you have any questions.

You may wish to contact the endometriosis society for more information or support: 

National Endometriosis Society 020 7222 2781 nes@endo.org.uk
50,Westminster Palace Gardens, Artillery Row, London. SW15 1RR

freephone 0808 808 2227
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