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‘A major contribution to feminist writing of the 21st century. Jackson takes her own story of endometriosis, a neglected and mistreated condition, and builds around it a careful analysis of how women’s pain has been ignored or belittled over centuries by a sexist medical profession. She then turns to recent developments, reporting on evidence-based research that is starting to bring better options to women experiencing chronic pain. Well written, and sometimes hilarious, with excellent chapters on women’s anatomy and physiology, this is highly recommended reading for all women, their partners and families—and their doctors.’

CAROLINE DE COSTA, Professor of Obstetrics and Gynaecology, James Cook University

‘Gabrielle Jackson deploys facts to tear away the destructive myths that surround women’s health and to unpick the sexism woven so tightly into the medical system. On behalf all the women who continue to suffer unnecessarily, she demands change.’

LENORE TAYLOR, Editor, Guardian Australia

‘This book is a brilliant, blood-drenched page turner. Every girl, woman and man—and most particularly every doctor—should read it. Gabrielle Jackson has made it her personal mission to end the rampant ignorance around women and the pain they suffer every day as a “normal” part of being alive.’

EMILY WILSON, Editor, New Scientist
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Gabrielle Jackson is an associate news editor at Guardian Australia, and was previously opinion editor there. Before that, she was a senior journalist at The Hoopla. Gabrielle has lived and worked in the USA, UK and Australia as a journalist and copywriter. She currently lives in Sydney and commutes regularly to the Riverina district of New South Wales. Gabrielle was first diagnosed with endometriosis in 2001. In 2015 she was also diagnosed with adenomyosis. After writing about endometriosis for The Guardian in 2015, she became interested in how women’s pain is treated in modern healthcare systems and has been researching and writing about the topic since then.

Gabrielle loves cooking and is a kebab connoisseur. In 2011–2012, she spent eight months travelling from Europe through the Middle East to Asia researching the history of kebabs and their journey to the western world. She returned to Australia after being run over by a train in India.


[image: Illustration]


 

PIATKUS

First published in Australia in 2019 by Allen & Unwin
First published in Great Britain in 2019 by Piatkus

Copyright © 2019 Gabrielle Jackson

The moral right of the author has been asserted.
Some of the names and identifying details have been changed to protect the privacy of individuals involved.

Extracts from Andrew Scull, Hysteria: The disturbing history,
Oxford University Press: Oxford, UK, 2009 are reproduced with permission of the licensor through PLSclear. Extracts from Sander L. Gilman, Helen King, Roy Porter, G.S. Rousseau and Elaine Showalter, Hysteria Beyond Freud, University of California Press: Berkeley and Los Angeles, CA, 1993, reproduced by permission of University of California Press and Copyright Clearance Center.

All rights reserved.
No part of this publication may be reproduced, stored in a retrieval system, or transmitted in any form or by any means, without the prior permission in writing of the publisher, nor be otherwise circulated in any form of binding or cover other than that in which it is published and without a similar condition including this condition being imposed on the subsequent purchaser.

A CIP catalogue record for this book is available from the British Library.

ISBN 978-0-349-42453-8

Illustrations on pages 21, 22, 33, 37, 40, 48 and 187 by Ngaio Parr Index by Garry Cousins Set in 13/17.6 pt Bembo by Midland Typesetters, Australia

Piatkus
An imprint of
Little, Brown Book Group
Carmelite House
50 Victoria Embankment
London EC4Y 0DZ

An Hachette UK Company
www.hachette.co.uk

www.littlebrown.co.uk


CONTENTS

Introduction

1 Repeat after me, vulva: the female reproductive system

2 ‘Worse than the Loch Ness monster’: menstruation and menopause

3 From clitoridectomy to the talking cure: a history of hysteria

4 Neither Madonna nor whore: rethinking female sexuality

5 It’s the culture, stupid: understanding modern medical practice

6 ‘The pain that can’t be seen’: a new appreciation of women’s pain

7 Time to ditch the bikini: the women’s health conditions you never hear about

8 ‘Ripe for disruption’: why medical science must improve its knowledge of women

Epilogue

Acknowledgements

Notes

Index


INTRODUCTION

I was watching my young niece’s swimming lesson when the familiar pain hit. It began with the usual ache in the gut that travelled down my legs and up my back but became sharp so quickly I doubled over. I felt beads of sweat accumulate at my temples and under my arms. A weakness overcame me and I knew I had to get to the toilet fast. After telling my sister I didn’t feel well, I hobbled off to the public bathroom. I didn’t have any painkillers on me and the nausea just got worse. I sat on the toilet bent in half at the waist. I had diarrhoea but it didn’t make me feel better. I was sweating a lot.

My niece’s lesson finished. She and my sister showered, changed, ate a snack and were ready to go. My sister was calling for me. I hobbled out of the cubicle, trying not to worry anyone. I vomited in the carpark and held back tears. The pain was so severe, I could barely talk to answer my sister’s questions.

At her place she gave me some painkillers and prepared a hot water bottle for me as I vomited again in the toilet. She rang our mum for advice and kept asking me, ‘What can I do?’ But there was nothing she could do. Being at her house was at least better than having to lie down in a public bathroom alone.

Now I never leave home without a bag filled with painkillers, anti-inflammatories, and drugs to prevent abdominal cramping, nausea and diarrhoea. I’ve grown used to the sudden onset of overwhelming pain and nausea, and the embarrassment that causes. I’ve become expert at pinpointing the exact moment I need to get home—when the beads of sweat begin to form at my temples, under my arms and at the base of my spine. Around the same time, a weakness in my legs gives way to stabbing pains in my lower abdomen. When that happens, I know I have half an hour to take some painkillers and anti-nausea drugs, fill a hot water bottle and be still.

If I can’t get home in time, things can get ugly.

_______

‘I have a disease that I know nothing about. I thought I knew everything, or at least a lot about it—but that turned out to be very far from the truth and also very bad for my health.’1

That was the first sentence of a feature I wrote for The Guardian about having endometriosis. I was 38 and had suffered with various health problems since my teens. I’d always thought of myself as weak; I was jealous of the energy my friends could muster. I knew I had a disease but didn’t want to be seen as sick—I didn’t want to be a whinger or thought of as no fun. At some point I normalised most of my pain, and I believed my constant back and hip aches were the result of a skiing accident I’d had at nineteen.

But if I was cursed with endometriosis, I was blessed with a cheery disposition and an almost pathological optimism. This enabled the central paradox of my life. I was never one to suffer in silence; people close to me knew of my ongoing physical ailments while having little comprehension of their emotional toll. Like me, my loved ones didn’t ascribe all my loud complaints to the burden of a chronic disease. I gave myself the title of hypochondriac before it could become a complaint whispered behind my back.

I lived in cycles. For months at a time I’d be incredibly busy with work and social commitments, then I’d become exhausted: in intense physical pain, emotional and always on the verge of tears. During these periods, I locked myself away at home, took long baths and lots of painkillers, and fortified my body and mind for the next cycle. My only excuse was, ‘I’m just so tired.’

After one particularly bad flare-up—in which I’d spent the 2014 Christmas holiday period in bed with my best friend, the hot water bottle—I heard about a patient-centred endometriosis conference run by the advocacy group EndoActive. I got myself a ticket.

One crisp day the following May in a University of Sydney auditorium, I learnt for the first time that all the things wrong with me—the period pain, leg pain, back pain, hip pain, shooting pains up my rectum and vagina, bloating, nausea, diarrhoea, stomach upsets, dizziness, and the oh-so-debilitating fatigue—were common symptoms of endometriosis. I also heard of adenomyosis for the first time, a disease I was diagnosed with later that year. I cried and I cried and I cried. For most of my life I’d doubted myself, feeling second-rate, weak and flaky, only to realise . . . I wasn’t. I had to reimagine myself, and it wasn’t easy.

I told my editor at The Guardian, Emily Wilson (now editor of New Scientist), I wanted to write about endometriosis. She could barely believe the statistics: one in ten women of reproductive age have the disease. That’s 176 million women worldwide. Sufferers are routinely told by healthcare professionals that pregnancy or hysterectomy are cures—they’re not. In fact, there’s no known cause or cure.

Medical professionals often dismiss sufferers as being difficult rather than ill. One gynaecologist wrote about how the disease can be cured by stress management because only type A personalities get it. Another gynaecologist wondered aloud to a researcher, ‘Do mad people get endo or does endo make you mad?’ ‘It’s probably a bit of both,’ he concluded. An anaesthetist told a pain seminar that women with treatment-resistant endo have probably been sexually abused and need to see a psychiatrist. The disease is funded at around 5 per cent of the rate of funding for diabetes although it affects about the same number of women and costs the economy more; and the personal financial cost is exorbitant—unlike for diabetes, which has many affordable treatment options. Figures in 2018 were remarkably similar in Australia, the US and UK.

My editor was shocked. She consulted The Guardian’s editor-in-chief, Katharine Viner, and the best health reporters from The Guardian’s global team were recruited to do an investigation. It happened swiftly and efficiently, and I was blown away by the result.

When we asked endo sufferers to tell us about their experiences on 10 September 2015, we received more than 600 responses in under 24 hours. We had to close the submission form because we couldn’t possibly publish them all. As I was reading through the stories, one thing became clear to me: no matter their country, ethnicity or race, or how old, rich or poor, sufferers from around the world faced the same battles: long delays in diagnosis, having their pain doubted then normalised, having their mental health questioned and receiving bad medical advice. (There was even one Russian woman who’d been given leech therapy—a trend I’d assumed had been discredited a couple of centuries ago but may apparently be making a comeback!) The quality-of-life impact was extreme for women who responded from Australia, the UK, Ireland, the USA, Canada, Uganda, Armenia, Brazil, Poland, Nepal and Thailand. The financial cost along with the costs of opportunities lost in school, at work and in relationships are untold.

Endometriosis has been known as the ‘silent disease’, but that isn’t because women don’t want to talk about it. On 28 September 2015 when The Guardian launched its global investigation into endometriosis,2 a million people clicked; my feature alone has been shared more than 40,000 times. Everywhere I went in the weeks following that investigation, people wanted to talk about endo with me. I received hundreds of emails—and more than three years later, I’m still getting emails from women who relate to my story. So many of them tell me it feels like I found their words, because their story is frighteningly similar to mine. We’re linked only by our experiences with an insidious disease, one that’s common yet ignored, and with a worldwide patriarchal healthcare system.

A DAWNING REALISATION

I’ve been diagnosed with two diseases of the reproductive organs. Endometriosis is a chronic inflammatory disease in which tissue similar to the lining of the uterus, known as the endometrium, grows in other parts of the body, most commonly the pelvic cavity. Adenomyosis is when endometrium-like tissue grows inside the muscle wall of the uterus. One gynaecologist told me that my only option was to have a hysterectomy; another told me this was rubbish.

I decided to learn everything I could about the two diseases—and the more research I did, the more enraged I became at medical professionals, research organisations, pharmaceutical companies, governments and policy-makers. I realised endometriosis and adenomyosis weren’t the only diseases largely being ignored—this was the norm for almost any illness affecting women in particular. And I’m not just talking about conditions of the reproductive system, such as endometriosis, pelvic pain and polycystic ovaries. It’s any condition that, for some reason, mostly women get or that reacts differently in women than men. Let me give you three examples.

Heart disease

I’m starting with the big one: heart disease is the leading cause of death among women globally. It has traditionally been thought of as a man’s disease, which has led to deadly consequences for women—in 2004, 7.4 million women over 60 years of age died of cardiovascular disease compared with 6.3 million men.3

Almost everything known about heart disease and its treatments has been learnt from studying men, so doctors have been trained to recognise the signs and symptoms of heart attacks, cardiovascular conditions and strokes in men. But heart disease can work differently in women to men. Australian cardiothoracic surgeon Dr Nikki Stamp spends a big part of her spare time trying to raise awareness about heart disease in women; she tells me, ‘There’s this difference in biology between a man’s heart attack and a woman’s heart attack. What this means is that the symptoms can be different, our diagnostic tests may not be geared to pick up the problem and also our treatments probably don’t work as well for that different biology.’ When sufferers present with so-called atypical symptoms—typical in women, just not in men—they’re often misdiagnosed or sent home with anxiety. A 2018 study published in the Medical Journal of Australia found that women were half as likely to be treated properly for a heart attack as men and twice as likely to die six months after discharge.4 A 2017 US study found that only 22 per cent of primary-care physicians and 42 per cent of cardiologists said they felt extremely well prepared to assess women’s cardiovascular risk.5

Many women don’t know they’re at risk, delay seeking treatment because they think they can’t be affected, and don’t recognise their symptoms as heart disease. Women who have pre-eclampsia, gestational diabetes or high blood pressure during pregnancy are at particular risk for cardiovascular disease and stroke, yet many are not aware.

A 2017 University of Sydney study published in Heart found that women were 12 per cent less likely than men to have cardiovascular disease risk factors such as smoking status, blood pressure and total cholesterol measured during medical consultations.6

Autoimmune conditions

Autoimmune conditions affect between 5 and 10 per cent of the global population. They occur when our immune system, which defends the body against bacteria, viruses and other germs, turns on itself and starts to attack its own healthy cells, tissues or organs. These conditions are estimated to cost society between US$80 and $100 billion annually.7 And yet, medical science is virtually ignorant of their causes, and there are no cures for the 100-odd autoimmune conditions that we know of.

Women account for three-quarters of people with autoimmune conditions, a leading cause of death and disability. While this disparity has been evident for well over a hundred years, only this century has attention started to focus on sex and gender differences in autoimmune diseases. We now know that men and women experience different basic immune responses: women’s are more vigorous and make more antibodies. Some scientists believe this more flexible immune system is responsible for women’s longer life spans—it seems women survive some infections that would kill men.

But women around the world face lengthy delays in diagnosis for autoimmune conditions. Almost half the women eventually diagnosed with one of these diseases will have been told by doctors that they’re hypochondriacs or ‘too concerned with their health’.8 Many will first be diagnosed with a mental illness, and while depression is a common symptom of autoimmune conditions, it’s rarely treated as part of the whole condition: no single medical speciality covers all functions affected by autoimmune disease.

You could call the female immune system women’s kryptonite—the very source of our greatest strength, survival, is also the cause of our greatest weakness, illness.

Chronic pain

Women experience more chronic pain than men, and the disparity lasts through their entire reproductive lives. As children, boys and girls experience roughly the same levels of pain, but once girls reach adolescence, the number of them experiencing pain that lasts more than three months—known as chronic pain—is leaps and bounds ahead of the number of boys.

Almost all the major chronic pain conditions affect more women than men, including endometriosis and vulvodynia, obviously, but also rheumatoid arthritis, migraines and temporomandibular joint disorders. And scientists have now discovered that chronic pain works differently in male versus female brains, which is a problem because almost all the pain research has traditionally been done using male cell lines, and male rodent and human participants.

Then there are the ‘contested’ chronic pain conditions, such as fibromyalgia, chronic fatigue syndrome/myalgic encephalomyelitis, irritable bowel syndrome and interstitial cystitis/painful bladder syndrome. Not only do doctors not agree on names for some of these conditions—hence the slashes—they can’t even agree that they exist. It’s no coincidence that women outnumber men in all of these conditions. Patients suffer from delays in diagnosis (often after misdiagnoses), having their symptoms dismissed and disbelieved, and being diagnosed with mental health conditions.

While chronic pain affects the same number of people as cancer, heart disease and diabetes combined, it receives 95 per cent less research funding in the United States, with similar discrepancies worldwide.9 The historic report, Relieving Pain in America,10 found that four in ten adults live with chronic pain disorders, and recognised a cluster of pain conditions that frequently co-occur solely or predominantly in women. These were later given a term by the US Congress, ‘chronic overlapping pain conditions’. The Chronic Pain Research Alliance was formed to advocate on behalf of the people affected by these ten conditions—endometriosis, vulvodynia, fibromyalgia, chronic fatigue syndrome/myalgic encephalomyelitis, interstitial cystitis/painful bladder syndrome, temporomandibular joint disorders, irritable bowel syndrome, chronic tension-type headache, chronic migraine and chronic low back pain—all of which are beset by misdiagnosis, lack of coordinated medical care and a sparsity of safe and effective treatment options.

SO WHY AREN’T WOMEN GETTING THE DEAL WE DESERVE?

For too long, women’s longer life spans have obscured the real picture of women’s health. Because the truth is this: although women live longer, they live fewer healthy active years than men. Women are in pain, all through their bodies; they’re in pain with their periods, and while having sex; they have pelvic pain, migraine, headaches, joint aches, painful bladders, irritable bowels, sore lower backs, muscle pain, vulval pain, vaginal pain, jaw pain, muscle aches. And many are so, so tired. Women are diagnosed with depression, anxiety, post-traumatic stress disorder and behavioural personality disorder at much higher rates than men.

But women’s pain is all too often dismissed, their illnesses misdiagnosed or ignored. Women are treated as unreliable witnesses to their own health, while diseases that mainly affect them are under-researched; even when it comes to diseases that affect both women and men, symptoms and treatments are mainly studied in men, which leads to misdiagnosis and under-treatment in women.

In medicine, man is the default human being. Any deviation is atypical, abnormal, deficient.

WHY DO WE LIVE LIKE THIS?

Many factors are at play, but it all comes down to this: a world controlled by men. In this book I’m focusing on three main issues in trying to understand why we are where we are—and what needs to change so we can fix this situation.

Education and taboos

The first part of this book looks at women’s lack of education on how our bodies work, and social taboos and stigmas that prevent many women from talking about our genitals, sex life, pain and reproductive processes. How can we talk about pain that’s sexual or focused on our reproductive organs, when we don’t even know the names for parts of our anatomy?

The Eve Appeal, a British gynaecological cancer charity, found that 44 per cent of women couldn’t correctly identify a vagina in a diagram and 15 per cent wouldn’t consult a doctor about a lump in their vagina.11 These results help show how pervasive the taboos around women’s health are, and how these societal norms rule—and ruin—even the most modern lives. They also show how much work has to be done to break these taboos. For better or worse, women can’t do that alone.

‘When we ignore the body, we are more easily victimised by it,’ wrote Milan Kundera in The Unbearable Lightness of Being. Women’s general ignorance about our bodies doesn’t seem to have arisen by accident but rather by design. Why aren’t schoolchildren taught the correct names for female anatomy? Why is menstruation a topic that must be discussed in hushed tones? And the myths around menopause are so perverse, one expert compared them to those surrounding the Loch Ness monster.12

Hysteria and modern medical practice

To understand how women are treated by the healthcare profession today, we must first understand how they were treated in the past. For most of human history, the widespread idea that a woman is inherently irrational and brimming with uncontrollable emotions and bodily functions has justified her subordination—kept her in the home, and locked her out of education and professional careers. From the birth of medicine in ancient times until the modern era, the womb was blamed for almost any illness that befell women, many of them gathered under the label ‘hysteria’; then, around a century ago, hormones came to be seen as the major culprit.

Hysteria, a disease widely recognised by Western doctors from the seventeenth until the twentieth century, was characterised by symptoms that enigmatically changed over time. The condition was originally thought to be a physical disease caused by the womb, and brutal surgeries were performed in efforts to cure it. Later, Freud and others helped popularise the notion that hysteria was all in the mind. At its root, hysteria has always been about women’s pain—and medicine’s failure to deal with it—and her sexuality, as well as prevailing social conditions. While the word ‘hysteria’ eventually disappeared from medical textbooks, its legend lives on in how doctors respond to women with complex problems that they don’t have answers for. Medical practitioners aren’t well trained to deal with conditions for which knowledge is scarce. They receive little training in treating patients with chronic diseases that have few treatment options, and they’re effectively taught to blame the patient if she’s a woman who doesn’t get well or they can’t diagnose her symptoms. Dr Kate Young from Melbourne’s Monash University has studied notions of hysteria in the treatment of endometriosis. She found that while doctors don’t necessarily hold sexist views, when a woman continues to complain after all the available treatment tools have been exhausted, it’s at this stage that hysteria narratives start to emerge. Doctors tend to believe that since they have done everything they can to help the patient, it must be something she is doing that stops her feeling well: she’s not following advice, it’s her lifestyle choices, or she has a mental illness that is making her believe she’s ill when she’s not.

Medicine has even dreamt up a new illness—‘medically unexplained symptoms’—that has deep connotations of hysteria, hypochondria and attention-seeking. And what’s one of the major risk factors for ‘medically unexplained symptoms’? Being a woman.

Scientific research

When doctors dredge up hysteria narratives to explain women with symptoms they can’t cure, they fail to acknowledge the fundamental truth of medical science: it simply doesn’t know much about women.

In 1990, the US National Institutes of Health (NIH), the world’s largest medical research body, formed the Office of Research on Women’s Health in response to a campaign to include more women in clinical trials. The office’s first agenda-setting paper in 1991 noted a ‘pervasive sense in the research community that many of the health issues of women are of secondary importance, especially those that occur solely in women and those that occur in men and women but have already been studied chiefly in men’.13 More than two decades later, Dr Janine Austin Clayton, the current director of this office, told the New York Times, ‘We literally know less about every aspect of female biology compared to male biology.’14 This is supported by something that Dr Nanette Wenger, a leading US heart disease expert, wrote in 2004: ‘The medical community has viewed women’s health with a bikini approach, focusing essentially on the breast and reproductive system. The rest of the woman was virtually ignored in considerations of women’s health.’15

This attitude helps explain why medicine knows very little about conditions that mainly affect women, and also why women receive worse outcomes in cardiovascular diseases. Finding treatments would involve looking for them, something that hasn’t ever been a priority for medical science.

Let’s look again at chronic pain. Currently, 70 per cent of chronic-pain patients are women but 80 per cent of pain studies are conducted on men or male mice.16 Only since 2016 has the NIH ruled that pain drugs must be tested in female rodents as well as males. What the NIH decides influences research around the world and funding bodies in Western nations have followed suit with similar rules. One pain researcher, Professor Mark Hutchinson, who has worked in the US and Australia, told me how his team in the US created female-like pain in male rodents just by transferring a type of immune cell called microglia from females into males.17 This discovery could have profound effects on research and treatment development, and, hopefully, medical practice. Hutchinson is almost certain that some treatment ideas were thrown into the scientific wastebasket because they didn’t work on men but could potentially change the lives of women.

WHY DID I WRITE THIS BOOK?

Women wait longer for pain medication than men,18 are more likely to have their physical symptoms ascribed to mental health issues,19 and are more likely to have their heart disease misdiagnosed,20 become disabled after a stroke,21 suffer from illnesses ignored or denied by the medical profession, and wait longer to be diagnosed for cancer.22

I discovered all these facts after I decided to do some research into the two diseases I had been diagnosed with. I was shocked. I wanted to know why women weren’t being treated better, why diseases that affect us are ignored or belittled, and I wanted to know why more people weren’t talking about all these shocking facts.

I started out being quite angry at doctors who had misdiagnosed or dismissed me but I soon realised that the situation we’re in isn’t because of a few doctors being sexist. Like many examples of shocking sexism, the problem is structural and not easy to solve. A widespread lack of medical knowledge about women’s health is buoyed by a society that makes a taboo of women discussing their problems, especially those to do with reproductive organs. Women aren’t supposed to enjoy sex, much less talk about it. Women are supposed to have pain but suffer in silence, then become invisible after menopause. We aren’t supposed to be angry, or demand answers. We are supposed to be nice. Put up with it. Be quiet and supportive of others.

When women have the symptoms of our physical illnesses ignored, and when we get angry about it, we’re diagnosed with mental illnesses. This helps support and prolong the idea of the hysterical woman. But medical science is an extraordinary force, capable of making great strides in short periods, and it’s the best hope women have of getting better. Over the past four years, I’ve met countless doctors and researchers, male and female, who are working passionately to help improve the lives of women.

Full disclosure: my partner is a male doctor and my mother was a nurse, so I have a soft spot for the profession. But I’ve met too many women who tell horror stories of their interactions with doctors to ignore the fact that there are still many doctors out there who don’t believe it’s their job to listen to women—who still believe women’s natural state is to be in pain, and they should just shut up and put up with it. What this disguises is the fact that doctors are ill-equipped to treat women’s pain, that they haven’t been trained to acknowledge when they don’t have answers, and that the system in which they work is hostile to treating women—and patients in general—with complex problems.

Like all institutions, medicine is hard to change from the inside. Major advancements are often prompted by outside efforts, such as when patient groups place so much pressure on governments that they find the money to make developing treatments a priority—this was certainly the case with fighting both breast cancer and HIV/AIDS. Medical science can help us, but first it needs us to shout very loudly. In a 2014 documentary called Endo What?, filmmaker and endometriosis patient Shannon Cohn interviews the president of the US-based Endometriosis Association, Mary Lou Ballweg, about why there is such a lack of knowledge about, and effective treatments available for, endometriosis. Ballweg, who has been a campaigner, researcher and advocate for women with endo for 40 years, says, ‘Until the group that is affected stands up and says, “Enough already!” it will not stop.’

This book is my way of saying, ‘Enough.’

A NOTE ON LANGUAGE

I am a cisgender woman—that means I was born with female sex organs, was raised as a girl and identify as a woman.

There’s a difference between sex and gender. Sex relates to common biological differences between males and females, specifically in the sex organs and genetic markers. Gender relates to social norms, and the roles males and females are expected to fulfil as well as one’s own gender identity.

There are many people who have female sex organs, who menstruate, who suffer from endometriosis, adenomyosis, and many of the other conditions discussed in this book, who are not women, or do not identify as women.

Where possible I’ve tried to use inclusive language so as not to exclude these people from my book or erase their experiences. However, pain is a gendered issue. These conditions are under-researched, under-funded and largely unacknowledged because they solely or predominantly affect women. The vast majority of people affected are women. Sadly, most research still fails to distinguish between sex and gender, which makes it all the more difficult for me to draw out conclusions beyond cisgender women.

I’ve looked for research into trans*, intersex and gender non-binary people’s experiences of medicine when dealing with the conditions that I talk about in this book. Unfortunately, the research is still scarce, but I did see signs of hope for the future and have tried to include what research I found.

However, because of the lack of research and the historical treatment of women that has influenced modern medical science and practice, much of this book is about the experiences of cisgender women, and I frequently use the term ‘women’ to reflect that.
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