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Foreword


When a woman is first given a diagnosis of endometriosis, or when she first suspects that this puzzling condition may be the reason for her ill-health, what she needs is a friend: a well-informed, plain-speaking guide, who can suggest what she should do next and assure her that she is not alone. This book, I believe, is that friend and guide. Practical and easy to understand, it will help not only women with endometriosis but also their partners and family. I hope, too, that it will reach GPs and nurses, as it pulls together so many useful facts in a concise way. There are many myths about this condition, and professionals are not immune to the effect of them.


For many years, endometriosis sufferers were ignored and stigmatized. It was labelled ‘the career women’s disease’, afflicting those who supposedly were too selfish to have their babies young. Imagine the anger and distress this stigma caused, among women who would have loved to have children . . . if the condition itself didn’t hinder them. The myth was that endometriosis did not affect women till they were in their thirties, which was tough if, like me, you had your first symptoms with your first period.


My own battle with the disorder seems to have occupied most of my life. Period pains were normal, I was told, and if I seemed to suffer more than most, it must be because I had a ‘low pain threshold’. At 19, I began actively seeking a diagnosis. I was 27 when I received it, and by that time, major surgery was the only answer. Abruptly I lost my fertility and, in some ways, lost myself; though I was told I was cured, the condition recurred, and drug treatment led to huge weight gain: thyroid failure followed, and the devastating chain of consequences pursues me to this day. Anything I have achieved has been in the teeth of the disease.


It need not be like this. My story is extreme and points to the need for early diagnosis. Women of any age need the courage to come forward and ask for help, and health practitioners, teachers and parents need to listen. The condition is not easy to diagnose, because its effects are so diverse and so individual, and because the intensity of pain does not necessarily relate to the severity of the condition. Each case needs to be handled individually, and the patient may have to make some difficult choices. Here, too, this book can help, with a survey of the latest treatments. It is important at every stage to ask questions, and to seek second opinions if necessary. If your doctor sees you as a statistic, or a file to be processed, walk away; you are too precious for that. Your strengths and resources, as well as your pains, are yours alone. Curious, compassionate doctors are out there, in increasing numbers. You may need to be persistent, as this book’s case histories show; but there are many avenues to healing, and often a happy outcome.


A few of those avenues are explored in the section on self-help and complementary therapy. Exhortations to eat up your greens and go to the gym can seem insulting to women struggling to keep food inside them or get to work on time, and it is hard even for sensitive people, if their own health is sound, to imagine the daily botches and compromises that people in pain make to keep themselves going. But when it is possible, we should treat our body as a healthy body and respect it; and on good days, invest in it, build its resources. If you exercise, the authors say, put some thought into finding an activity you like. And when looking for help, be open-minded. Alternative practitioners are often good listeners and highly empathetic. From my own experience I know that, if you have been stressed by rushed consultations and tick-box methods, simply to speak and be heard is beneficial. Herbal medicine harnesses the knowledge of countless generations gone before us. Reflexology, autogenic training – a range of therapies can help with pain control, with the side effects of drug treatment, and with self-image. Women with endometriosis often lose their confidence, and carry a burden of sadness that longs for release. Kind people and safe spaces are what we all need. There is no one way of experiencing this condition, and no one way of coping with it. Whatever brings comfort is valid. Whatever works is to be valued.


I would like to believe cases like mine could not occur nowadays. But I fear they will, till there is official awareness of the cost of ignoring this condition – the cost to sufferers, their families, the wider economic community. Endometriosis is not easy to talk about. It cannot be explained in a phrase. It doesn’t show on the outside. It touches on areas of women’s experience we are sometimes ashamed to speak of. But we must find a way to voice our needs, if we are to command resources for research, if we are to understand and overcome endometriosis, and find a way of coping till we are free from it. This book, I think, will help us to speak.


Dame Hilary Mantel


Dame Hilary Mantel is a writer who has twice won the Man Booker prize for fiction, and recently began a new career as a playwright, receiving a joint Tony nomination for her first efforts on Broadway. She began to suffer from endometriosis when she was 11, was diagnosed at 27, has battled the condition since and has survived it to recover good health.
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Note to the reader


This is not a medical book and is not intended to replace advice from your doctor. Consult your pharmacist or doctor if you believe you have any of the symptoms described, and if you think you might need medical help.




Introduction


Endometriosis is an extremely common and very painful gynaecological condition affecting roughly one in ten women of reproductive age, which means it affects around one and a half million women in the UK and an estimated 176 million worldwide. Astonishingly, endometriosis has been under-researched, under-funded and under-diagnosed until recently, even though the symptoms – excruciatingly painful periods, bowel and bladder problems, extreme fatigue – were first described in a medical treatise as long ago as 1690! There does seem to be an increase in the incidence of endometriosis these days, perhaps because women in the twenty-first century don’t spend as much of their time either pregnant or breastfeeding as women did in the past. By the 1920s, there had only been about 20 mentions of endometriosis in medical literature. At that time a Dr John Sampson, writing a research paper in 1927, described 13 cases of endometriosis which he had observed during abdominal surgery.


Even today, it is quite common for women to have to wait several years – up to 20 in some cases – to obtain a diagnosis. This is often because many women still think of period pain as ‘normal’ and ‘just part of being a woman’, and don’t take their worries to their GP. If they do, it can be difficult for a busy GP to distinguish between the symptoms of endometriosis and the symptoms of other conditions, such as irritable bowel syndrome (IBS), which can also cause pelvic pain. However, more and more women are beginning to realize that being crippled with pain, either for a few days every month or most of the time, is anything but normal. Through the pioneering work of a handful of researchers and of support groups, such as Endometriosis UK, awareness is increasing and more funds are being put into research into the causes of, and possible treatments for, endometriosis.



1

What is endometriosis?

Ruby – whose story concludes in Chapter 9 – was diagnosed with endometriosis after many years of pain and discomfort, a situation which is, still, all too common.

I always had terribly painful periods, right from the start when I was 12. Mum took me to the doctor but I never felt that the problem was taken seriously, or that I was listened to. After all, most girls get period pains, don’t they? One doctor even told me it was just growing pains. I would be doubled over and crying with the pain. Sometimes I could hardly walk. I felt sick, exhausted and had no energy. When I was eventually referred to a gynaecologist I was told I had Stage IV endometriosis – the most serious kind – and that it was all over my pelvic area, bowel and back.

During my twenties I had 15 stays in hospital and 13 operations, but they never seemed to get to the root of the problem. In-between, I was given some of the heavy-duty drugs which are used to treat the condition but they had awful side effects. At one point my weight went up from nine and a half to 15 stone. I had to have a monthly injection which put me through a premature menopause. I started to look like a bodybuilder and hardly recognized myself. I would be drenched in sweat and had such serious mood swings I felt like killing someone. Another drug I was prescribed gave me acne all over my body. Not surprisingly, I lost all my confidence, especially after I had an ectopic pregnancy caused by endometriosis in my Fallopian tubes. By the time I was 30 all the doctors could offer me was a total hysterectomy, until I saw one gynaecologist who suggested I try complementary therapies.

Endometriosis is the second most common gynaecological condition, after fibroids, in the UK. So if you have just been diagnosed, you are certainly not alone. But what exactly is it?

Endometriosis is a condition in which tissue very similar to the endometrium, or womb lining, grows in other parts of the body. It is most commonly found in the pelvic area, but can also be found elsewhere; for example, in the chest or lungs. We shall be looking at the possible causes for this in Chapter 3.

In the correct place – inside the womb – the endometrium reacts to monthly hormonal fluctuations to produce a monthly period, as the womb lining is shed when no pregnancy occurs. Endometriosis behaves in just the same way and produces a bleed, but this blood has nowhere to go. The result can be inflammation, scarring, adhesions (where internal organs are fused together), cysts, and small lumps or nodules, all of which are affected by the natural monthly hormone changes in your body. This can cause excruciating pain and the other symptoms described in Chapter 2.

Your menstrual cycle

It can help to understand endometriosis if you know exactly how your menstrual cycle really works, and how hormones affect your reproductive organs. Your cycle is controlled by a part of your brain called the hypothalamus, which produces a hormone called gonadotrophin-releasing hormone (GnRH). This stimulates the pituitary gland at the base of the brain which, in its turn, produces follicle-stimulating hormone (FSH) to ripen an egg each month. It also produces luteinizing hormone (LH) which triggers ovulation, or the release of the egg from the ovary. The egg then travels down the Fallopian tube to the womb, which is lined with endometrial tissue, blood and mucus. Hormones produced by the ovaries, such as oestrogen and progesterone, ensure that the endometrium expands to about ten times its normal thickness every month, to provide nutrients for a fertilized egg and nourish a growing baby. Of course, when there is no fertilized egg and no growing baby, the thickened endometrium breaks up and passes out of the body as the monthly period.

For most healthy women, this completely natural process is not too troublesome, although most of us do experience either the mood swings of pre-menstrual syndrome (PMS) or some discomfort – or both – around period time! However, if you have endometriosis, it means that endometrial cells have migrated from your womb to other parts of your body. Like the womb lining, they react to these normal monthly hormone fluctuations, thickening up and becoming engorged with blood. This can irritate surrounding tissue and, depending where in the body it is found, can interfere with the normal functioning of the reproductive organs, bladder and bowel, as well as causing severe cramping pains.

Endometriosis is most commonly found in the pelvic area – affecting the womb and the surrounding ligaments, the ovaries and Fallopian tubes, the lining of the pelvis and the top of the vagina (see Figure 1). Endometriosis can vary widely in size, shape and colour, and can both shrink or grow over the years. In the earliest stages it can look like pimples, then later be seen as flat areas or lesions. Sometimes it forms small nodules, or what are called chocolate cysts, on or in the ovaries, which are filled with old blood, and can range in size between a pea and a grapefruit! Endometriosis may cause dark-coloured spots or scar tissue, or filmy, web-like adhesions which can stick your organs together. Some of these cause pain, others don’t – which is one of the reasons endometriosis is difficult to diagnose.
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