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The hidden threat to fertility

A rarely diagnosed condition called Asherman’s causes miscarriage and can prevent pregnancy, yet it’s cheap to test for and can be treated

Catherine Bruton 
Sarah Raynes had no trouble conceiving the first time around. But when, a year after her son was born, she wanted to try for her second child, her menstrual cycle hadn’t resumed – despite confirmation from a home ovulation kit that she was ovulating regularly. At her GP’s advice, she gave up breast-feeding, but several months later there was still no sign of her periods returning, and Sarah started to get concerned. 

She turned to the internet for advice: “I typed ‘ovulation without bleeding’ into a search engine and came across a condition called Asherman’s Syndrome.” Also known as scarring of the uterus, this syndrome can result in permanent infertility and recurrent miscarriage. It is usually caused by a D&C (a dilation and curettage) procedure, performed to clear the uterus after a miscarriage, to remove a retained placenta after the birth of a child or, in a minority of cases, to abort a pregnancy. 

Around 68,000 D&C procedures are performed every year. Although the exact number of cases of Asherman’s is unknown, Adrian Lower, director of The London Fibroid Clinic and one of only two Asherman’s specialists in the UK, estimates that up to 5 per cent result in cases of Asherman’s. That’s nearly 3,500 people who are suffering unnecessarily every year. 

For Sarah, alarm bells started ringing. She had twice undergone a D&C: once after a miscarriage and, later, to remove a retained placenta after the birth of her son. When she put this to her GP, he told her the condition was incredibly rare and unlikely to be the cause of her symptoms. “Friends and family told me that I should stop trying to self-diagnose, and that my GP knew more than me. But the internet threw up a website dedicated to Asherman’s, and too many symptoms matched mine. It was impossible to ignore it.” Very soon, she says, “I knew a lot more about the condition than my GP”. 

So in January 2007, she organised a private appointment with Lower, who was recommended on the Asherman’s site. He suggested that he carry out a diagnostic procedure called a hysterosalpingogram, where a radioactive dye is injected into the uterine cavity while an X-ray is taken. 

The results confirmed Sarah’s suspicions. “My womb was completely shut, like a deflated balloon that had stuck together. There was no way into my cervix because it was so badly scarred.” 

D&C procedures involve using a sharp instrument to scrape the uterine walls to remove retained products of conception. Often, they don’t cause any problems at all, but sometimes Asherman’s is the consequence. Damage to the uterus can range from mild scarring, causing lighter periods, to extreme cases, such as Sarah’s, when the uterine cavity is completely filled with scar tissue. 

The prevalent theory is that Asherman’s occurs only in cases in which the D&C procedure is “overly aggressive” – where the doctor performing the procedure scrapes the uterine walls with too much force. “It’s clear that in any procedure when curettage is done more harshly there is a higher chance of Asherman’s,” explains Professor Bill Ledger, a spokesman for the Royal College of Obstetricians and Gynaecologists. “However, in certain situations, this is the only way to stem excessive bleeding and may be a necessary life-saving measure.” Ledger is slightly more conservative in his assessment of the prevalence of Asherman’s, putting it at less than 2 per cent of those who have D&Cs – still 1,360 unnecessary cases – and he agrees that the condition “is significantly underdiagnosed. Asherman’s is not common, but it is certainly not rare.” 

The main reason the condition often goes undiagnosed is because it is hard to detect using straightforward diagnostic procedures, explains Lower. “Instead of using the 2-D ultrasound scans, the best way to diagnose Asherman’s is by visualising the interior of the uterus, using a diagnostic hysteroscopy, where a tiny scope is inserted through the cervix, or a hysterosalpingogram (HSG),” as was used in Sarah’s case. HSGs cost around £300 to perform, so why aren’t they used more widely? “The reality is that too many women with fertility problems are thrown straight into IVF without being fully checked out.” 

Because medical professionals frequently fail to recognise the symptoms of Asherman’s, women may undergo months or even years of inconclusive procedures that fail to uncover the cause of their infertility. Some are referred for IVF treatment, which stands no chance of success while Asherman’s remains undiagnosed and untreated. 

Rebecca McAra went through £1,000 of tests over a 12-month period before discovering that she had Asherman’s, caused by a D&C carried out after a miscarriage. “I was so traumatised when I lost my baby that when I was offered a D&C I jumped at the chance, thinking it was the quickest and easiest option. I wish I had been told that a snap decision made in a hospital scanning room might irreparably compromise my fertility. 

“I could have waited to see if the full miscarriage occurred naturally but was told this could take up to a month. I wasn’t informed about medication as an alternative to uterine surgery, nor about the risk of developing Asherman’s if I had a D&C.” Having undergone hystero-scopic surgery to remove uterine scar tissue, McAra is now trying to conceive again. Professor Ledger believes that hospitals should routinely warn women that there is a risk of developing Asherman’s if they opt for surgery. “The NHS is very hot on producing leaflets about anything and everything but few women are informed about Asherman’s.” 

Treatment methods vary from doctor to doctor, but the most common involves using micro-scissors to remove the adhesions. Either an intrauterine stent or a “balloon” is left in the uterus for a short period to prevent adhesions reforming and surgery is usually followed by a course of antibiotics, as well as a course of hormone replacement therapy (HRT) to stimulate uterine healing and the regrowth of the womb lining. Treatment is available on the NHS but there are few surgeons in the UK performing hystero-scopic surgery. 

According to Lower, this can result in long delays for treatment, which in turn can compromise the chance of a successful outcome: “Over time the adhesions become more fibrotic and much more difficult to break down than when they are not so well established. Ideally corrective surgery should be performed within six months of adhesions forming.” 

Professor Ledger adds: “Treatment of Asherman’s involves a relatively simple procedure that surgeons could easily be trained to perform and the equipment required is inexpensive for hospitals to purchase. It is a question of raising awareness, rather than funds. Doctors need to be more aware of the condition and look harder at women with ‘unexplained’ infertility.”

As a result of the current waiting list on the NHS, Sarah, like many other sufferers, decided to go private. “The first attempt to treat the condition has the greatest chance of success and it can be made worse by inappropriate surgery,” says Lower. “Some women are even told that another D&C will clear the adhesions, but it would in fact result in further scarring.” 

The success of treatment to restore fertility depends on the severity of the scarring, the skill of the surgeon who performs the corrective surgery, the amount of healthy endometrium still remaining in the uterus, and other factors. Lower says: “Between 75 per cent and 80 per cent of the patients I treat have gone on to have successful pregnancies.” 

In Sarah’s case, surgery proved successful. Her periods resumed and she quickly fell pregnant but sadly had a miscarriage at seven weeks. She was very reluctant to have another D&C but after waiting nearly a month to see if she would miscarry naturally she had no option. However, this time, armed with greater knowledge about the condition, she asked to be put on a course of HRT to help aid the healing of the uterus. Sarah doesn’t yet know if adhesions have reformed or whether she will need to undergo further surgery before trying to conceive again. With each surgery her chances of having another baby are reduced, with an increased risk of pregnancy complications. 

“I am well aware of the risks, but there are a lot of success stories too and I remain hopeful that one day I will hold my postAsherman’s baby in my arms,” she says. “I was told that unexplained infertility is something that you have to live with, but why should you? It’s time for this silent syndrome to start making some noise.” 

Asherman’s Syndrome: how to spot the symptoms
— The most common symptom of Asherman’s Syndrome is the reduction in volume – or absence of – the menstrual flow, following a gynaecological surgical procedure. 

— This reduction can be accompanied by an increase in pain when menstruating, as the uterine muscle has to work harder to get rid of the menstrual fluid past the scar tissue. In such cases women will have trouble conceiving. 

— It is quite possible that there are women who do not have any symptoms if they have a small number of adhesions. Conception may be possible but there is a higher risk of recurrent miscarriage, placenta previa, bleeding during pregnancy and stillbirth. 

— The same symptoms can be caused by a hormone imbalance, but if your hormone levels are normal, it is worth discussing your concerns regarding Asherman’s with your doctor so that it can be appropriately diagnosed or ruled out. 

www.ashermans.org, www.infertilitynetworkuk.com 
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