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I am a writer, comedian and woman. I also have endometriosis and I’m sitting in my kitchen with cushions stuffed behind me, a hot-water bottle on my lower back and an overheated wheat bag on my front.

My friend Joe just texted me to say, ‘If your illness was a person I’d take it outside and kick it in the dick.’ I like this very much, it makes me smile, but I don’t visualise the disease as male or female. It’s a non-gendered monster, on fire all the time, sometimes great balls of raging fire and sometimes just embers being poked until they raise a little redness. But it’s always there, always lit and always threatening to burn down whatever I’m trying to do.


A Crash Course in Endometriosis

Tissue similar to the lining of the uterus (the endometrium) is found in and around the pelvis, attaching to organs and the spaces between them including the uterus, bladder, ovaries, 

fallopian tubes, uterosacral ligaments and peritoneum (it can also involve other parts like your bowels, intestines, rectum and appendix). 

Every month the cells bleed like a period, except in the peritoneal cavity, the blood has nowhere to go and so it stays there, in and among the organs, causing inflammation and pain. Sometimes the disease can stick organs together or form cysts on the ovaries. 

Symptoms can include pelvic pain, excessive bleeding, extreme fatigue, nausea and some women experience pain during or after sex. It can cause fertility issues for some women. It may also have an impact on your general physical, mental and emotional well-being. Some women experience these symptoms only during menstruation, but others may experience them more often. 

It’s not contagious. You can’t catch it and you didn’t do anything wrong.



Despite evidence to the contrary (I’ve now written this book) I was fiercely private about my privates and the impact endometriosis had on my life for the best part of twenty years. I didn’t tell people about it unless they needed to know. It wasn’t because I was embarrassed or because I was trying to make it easier for others not to have an awkward conversation about blood and my genitals. But I didn’t want to be judged, victimised or pitied. While I appreciate sympathy, I didn’t want endometriosis to define me. I didn’t want to be the illness. I wanted to be seen as successful and resilient and not struggling with feeble things like ‘women’s problems’. I also feared people would read the oversimplified headlines and conclude I had a shit sex life and couldn’t have children. I really didn’t want my vagina bandied about as gossip, especially if it was going to be incorrect. ‘Do you have painful sex?’ No, actually. I mean it’s painful when they stop talking to you after but that’s nothing to do with endometriosis. I’ve just met some disappointing guys. 

I grew up in a staunchly feminist household. Gender was never mentioned in conjunction with achievement or strength so I never viewed being a woman as inferior in any way. However, I was aware of the difficulties women faced in being taken seriously, in being valued and of the misogyny that was knocking around in the big wide world. I was mindful that ‘women’s problems’ could be used against us, to explain our behaviour or dismiss perfectly normal reactions as ‘hormonal’. The idea that people might think I was ‘hysterical’ or exaggerating, and that assumptions would be made about my capabilities, haunted me for a long time and were major reasons why I didn’t talk about having endometriosis. 

For most of my twenties I worked as a comedian in the all-female sketch act Lady Garden and as a character stand-up. When I first began gigging in 2008 we were often the only women on the bill and despite the rise of some amazing women since, it remains a predominantly male industry. I wanted my work to be taken seriously, I was determined to be seen as equal in terms of being as funny (if not more so) than my male peers, pushing against the mad notion that ‘women aren’t funny’, and that was hard enough already without my misbehaving uterus providing another hindrance. So I kept quiet about it and developed elaborate strategies to manage the symptoms so I didn’t miss out on too much or let people down. 

Another reason I didn’t want to talk about it was that it felt like an insurmountable disease, too complex and never-ending and having to educate people about what it actually was each time was exhausting. It also felt futile to discuss it because it wouldn’t change anything and inevitably, we’d all just feel depressed. But I want to talk about it now.

I’ve had endometriosis for twenty-two years and although I have a particularly extreme case, I’m told I’m not a medical marvel. Endometriosis has taken a lot from me but it hasn’t taken my ability to laugh, to see the dark comedy in it all. I am a ‘peritoneum half-full’ kind of gal and this is the book that I looked for but couldn’t find when I was lonely, hopeless and in desperate need of a friend who understood what it was like. I wanted something that reflected my experience and recognised the madness of it all, the funny bits and the difficult bits. I wanted something to make it feel less bleak and medical and give me ideas of how to actually live with it – that saw me as a person not just a patient. I needed someone to tell me: you’re not crazy, you’re not imagining it and you’re not alone. So this book is the fruit of my loins (literally) and it includes some of the most ridiculous, exasperating and funniest situations I’ve found myself in with this condition and advice from someone who has lived to tell (and laugh at) the tale. I hope that sharing an honest, intimate account of what it’s really like to live with this disease will provide some respite, comfort and support for those living with it and give an insight into this secret world and raise awareness for others.

You may find parts of the book very relevant to you and others not so much, because everyone’s experience of this disease is different. For me, endometriosis has been destructive, depressing and dramatic, but it’s also been pretty funny at times. This won’t be everyone’s story; some are lucky enough not to be in constant pain, some are less fortunate, some will have a less debilitating version, some might even have it worse. But no one is luckier than the next if they have endometriosis. Whatever your experience, it’s likely to have been confusing, upsetting and had an impact on your life. 

Endometriosis is persistent but so are we. We can learn skills to live with it, to overcome it. You are not the disease, but it is part of you and working out how to manage it so that it stays a small part and that you have an amazing life despite it is vital.

Because this condition can be inconsistent, I wanted the book itself to reflect this. So you don’t have to read it in order, you can flick to the bit you need help with today and ignore my story if it’s unhelpful for you. Use it on the days when you need a friend, some advice or a laugh. Use it to help you get through on the good days and the bad, and for the ones where you feel OK, almost. 
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This is not the story I was going to tell

I love stories, you get to live in other people’s worlds for a bit; you can dance in the heads of the storytellers for as long as they’ll let you. I like stories so much I decided to make my living from them. But when drama happens for real I’m not such a fan, which is funny because I usually love a period drama … As a writer you are told to write about what you know, but I didn’t want to write about this; I just wanted it to go away so I could get on with making people laugh. But sometimes the story you tell is not the one you thought you were going to. It arrives and plays out whether you like it or not. 

Breakfast (age 11½) 

We’re on holiday in Scarborough, an old-fashioned seaside town in the north of England. Tonight everyone will be here – my mum, sister, cousins, uncles, aunties, grandma – but for now it’s just my brother, Dad and me. We came on an early train this morning. 

We’re in a chintzy cafe on the seafront; the tables are swamped in heavy, starched tablecloths and on top sit plates of overly salted, greasy food, with a hint of salad on the side to show willing. A man near the window smokes a cigarette with one hand while soaking up bean sauce with a slice of white in the other. I’ve just finished a full English breakfast and I’m already regretting it. I feel nauseous and light-headed. I go to the toilet and find I have bled into my knickers and through to my jeans – ah, that’s why I was feeling weird. I’ve only been having periods for six months and I haven’t got the hang of it at all. One of the blessings of having a big bottom is that it hides your crotch when you walk, so I’m reassured no one will notice the stain, but I don’t have any pads, so I stuff a wodge of toilet paper in my knickers and go back out. 

It’s the first time I’ve been away without my mum and because I’m so new to this I don’t know what pads to buy or where to get them from. There aren’t any supermarkets around here, it’s all amusement arcades and candy floss. Back at the table I quietly tell my dad I need to get some stuff. He says we’ll keep an eye out for a shop, but he can’t think of anywhere either. I’m not totally sure he realises the urgency but I’m glad I have a dad I can talk to, who isn’t embarrassed by this. As we leave the cafe my nausea increases, the brisk sea air and the smell of the seafood stall across the road waft over me, and the sick surges up quickly. I panic; the only bin I can see has a lid on top with a narrow mouth and I don’t think I can aim that well. I don’t make it to the bin. I just throw up on the edge of the road like someone severely hung-over. People stare. My brother goes off to buy me a carton of Ribena to wash away the taste (bottles of water aren’t the norm yet). We mount an open-top bus and sit on the top deck, hoping that the breeze and view of the coastline will calm my body. But minutes later I’m holding back the sick again. Frantically trying to work out what to do, I quickly swipe through my options:


a) Lean over the side? An open-top bus is a perfect place to vomit and move on – literally. But it doesn’t feel fair to wreck another person’s day by hurling on them from above as they walk down the promenade. 

b) Focus on deep breaths, try not to be sick at all? The chances of this working are decreasing with every bump on this lumpy coastal road. 

c) Swallow any sick that comes up and hope it stays down till I get off at the other end? 



TIME’S UP! I vomit purple liquid on to my lap, then on to the floor, trying not to get it on my trainers or the seat or my dad sitting next to me. I can hear my brother making retching noises behind us. I manage to get away with a little on my legs but a lot on my trainers and socks. When we arrive at the other end of the seafront I squelch off the bus embarrassed and shaky. I smell of sick and I just want to lie down but we can’t get into the hotel for another five hours. We embark on a slow walk around Peasholm Park, which surrounds a lake with rowing boats and an old organist tinkles away in a glass box that floats in the middle. I feel comforted by the familiarity of this eccentric old-fashioned English entertainment, but just as I think I might be able to muster through, the organist launches into ‘I Do Like to Be Beside The Seaside’ and I’m reminded my body doesn’t like it much at all. This time I make it to a bin with an open top and just about manage to hold my hair back and avoid being stung by the wasps zizzing around the ice creams melting in the bag below. 

* * *

My dad says we must get some paracetamol and perhaps something else for me to wear as I’m now wearing more vomit than clothes. Abandoning the park, we walk to town and stumble into one of those everything-you-might need shops: pots and pans next to dressing gowns, huge knickers next to dolls. But for all the everything-you-need-ness of this place, they don’t have what I need. Instead I get some soft towelling socks and some paracetamol in a bottle, like they have in American films, which makes me feel a bit special and grown up, but still no pads. Although they’re not embarrassed by it, my dad and brother have never had to buy them either and none of us thinks to find a pharmacy. Let’s hope the toilet roll will hold out. We flag a taxi (a huge treat in the daytime) and when we arrive at the hotel my dad tells the receptionist that ‘My daughter is very ill and she needs to lie down.’ This woman has seen me every summer of my life since I was born. She makes a ‘poor you’ face and hands us a key, letting us in hours before we’re really allowed. I love her. I’m relieved that I can finally lie down but I’m also strangely pleased my dad has said I’m very ill; no one has said this or really noticed before. At least my family doesn’t think I’m exaggerating, that this is normal. 

* * *

I don’t remember much of the next few hours. My dad draws me a tepid bath and I loll in and out of consciousness as the pain contracts. My mother arrives to find me squashed up in a chair in just a t-shirt and my new socks, knees tucked up to my chest. She strokes my head, ‘Oh sweetheart. Do you think the greasy food made it worse?’ Maybe. She goes out to get some pads, the right ones, the ones I don’t know I use.

* * *

Everyone is downstairs in my grandmother’s suite having a lovely time and I’m stuck up here. I’m not doing this every month for the rest of my life; you can forget it. I feel ashamed that I’m not resilient like the other women in my family. My grandmother Lily is a strong, stoical woman who has lived through two wars, worked until she was (secretly) seven months pregnant and fought to be allowed to go back to work once she was a mother and a wife. She is funny and laughs a lot, she’s clever and well read but she doesn’t suffer fools and I feel like I’m letting her down by being weak and ‘girly’. I can’t tell her why I’m ill like this. But I want to see everyone, so I summon the strength to go down. I’m still shaky and I won’t have fish and chips like they’re having tonight, but at least I’m not still being sick.


And Now … Some Myths

Women with endometriosis just have a low pain threshold. 

BULLLLSHIT! Women who experience severe and persistent pain actually build up a very high tolerance and incredible psychological skills to keep going in extreme pain, we rule with mind over matter.

You must have lots of disease if you’re in so much pain. 

The severity of the disease and how much pain you’re in are not connected; some women experience excruciating pain and only have minimal disease, some have advanced disease but very little, or sometimes even no, pain. When the doctors talk about ‘superficial’ or ‘severe’ or ‘stage 3’ it refers to the amount or type of disease not how the symptoms are affecting you.

You can’t have endometriosis, you’re too young.

Symptoms can start from as early as your first period. Severe period pain is not normal. I was told this for years and it delayed diagnosis. Demand further tests, support and a referral to a specialist.



Tampon (age 13)

We’re at Center Parcs and I’ve been in this tiny toilet in our chalet for over an hour, prodding and sweating, trying to get a tampon in. I’ve had my legs up on the sink, bending forwards, bending backwards, sitting down, squatting, leaning from side to side. It’s been like a yoga retreat in here.

My dad has taken my brother and sister to the swimming pool and my mum is waiting impatiently in the kitchen for me to ‘Just put it in and let’s go!’ But it’s not that easy. I can’t get this bastard thing in – I can’t get the angle right. All the other women who have periods don’t seem to have this problem; the adverts look like they just pop it in and go about their day. Maybe I’m not built to fit tampons? I’m so tired, so sore, it feels like someone has punched me in the ass, like someone is pummelling my uterus and this swirling pain in my back doesn’t show signs of stopping. Can’t I just stay here and sleep?

MY MUM: You do everything you always do.

My mum is a feminist and, as such, she is fiercely against anything that is designed to slow you down or hinder you as a woman.

MY MUM: It’s not like years ago when women took to their beds. 

Sounds ideal to me, I’d love to take to my bed, or anyone’s bed, frankly, just let me lie down on the floor here and quietly pass out and I’ll be grateful.

MY MUM: You don’t want to wear pads every month for the rest of your life, it’s like wearing nappies! 

It’s not like I haven’t tried to use tampons before now, after all I have been bleeding for two years and it isn’t exactly light. Tampons would be much easier, more invisible, less faffy and probably more absorbent. But I have already spent a great deal of time grappling with them, trying to get them to go in and stay in without feeling like a piece of cardboard is digging at my insides – they’re so uncomfortable. I couldn’t crack it, so I just gave up.

MY MUM: We swim, we run, we work. You don’t stop doing things just because you’re menstruating. It’s perfectly normal and natural. Women don’t stop for this.

It irks me, her determination to use the proper words. ‘Menstruating’ makes it sound like something from an old textbook, so clinical and detached. I want to say that this doesn’t feel like anything I’ve ever read about, it doesn’t feel normal. It feels like someone is using my uterus as a bouncy castle and launching themselves off the walls. There’s so much blood too, like a bottle is tipped upside down and it’s pouring out of me. 

MY MUM: All the women I know use tampons, they’d never dream of using towels.

I keep fiddling. My right leg is now somehow miraculously up on the cistern. I’m bending over but I can’t see the entrance – how do you do it blind? How do other women do it? Shouldn’t there be a class for this? The leaflet with squiggly sketches of a woman doing it is entirely useless. Although there is little detail in the drawings, the implicit suggestion is that she’s finding it really easy. I bet she’s got the luxury of inserting hers in a bigger room. I bet she’s not thirteen years old and I bet she’s not got her mum hurrying her on the other side of the door. I stuff the leaflet back in the box, it’s not helping, it just reminds me I’m no good at this.

MY MUM: We do everything we do for the other twenty-one days of the month. You’re not dying. It’s perfectly natural.

It feels like I’m dying! I want to scream. I’m pale, weak and nauseous. Everything already felt swollen and now it’s throbbing too because I’m aggravating it. I was so looking forward to being a grown-up, but I’ve fallen at the first hurdle, I’m failing miserably. I can’t do it, let me go back to being a girl again.

Finally I think I’ve managed it, but it’s not very comfortable. My mum is relieved that it’s done, unaware that this has been quite a distressing experience. Once we get to the pool, I’m very anxious that it’s going to come out, unbeknown to me, and I will only notice it when I, and everyone else, see it bobbing in the water behind me. It doesn’t fall out of course. I have yet to learn that you know if a tampon has moved. Rather annoyingly, my mum is right- it is freeing and I get a strange sense of belonging, that I’m part of this secret club of women; I am swimming and menstruating but no one knows, my period hasn’t stopped me. As the teenage boys nudge and smile I realise an upside to being a grown-up is my rather large breasts, so that’s something to be happy about I suppose. 

* * *

The bit in between (age 11–17)

I didn’t keep diaries or pay attention to my cycle. Not being informed was a coping strategy. If I knew when it was coming I would be counting down the days, too conscious of this looming ghastly experience. It felt like the best way to stop it taking over my life. It meant I didn’t pre-empt it and say no to stuff or move things around it, and it helped me to avoid extra anxiety about whether it would come on the day of an exam or a party. My logic was that I’d just deal with it if it happened, which gave me a sense of control when there actually wasn’t any. It seemed to make sense at the time, but it often meant I had to leave things urgently, throw away a lot of knickers and I went thought an extraordinary amount of Vanish. This strategy led to a development of an unhealthy relationship with the symptoms; my reaction to their sudden onset was panicked and urgent- ‘fighting’, and I know now that this response puts further stress on your body which may make the pain worse.



THINGS I KNOW NOW


	Keeping track of your cycle can give you more control over your mood, pain and other symptoms.

	Period tracker apps such as Clue, Flo and Eve help you to monitor your cycle and symptoms, which means you can prepare better. Although understanding why the symptoms are happening at certain times doesn’t stop them happening, it does help you to make sense of it and to know it will pass.

	Situations of heightened stress and pressure e.g. exams or big work events can exacerbate symptoms, so if you then have to handle something unpredictable such as your period starting that day it will make everything worse – it sometimes helps to know so you can prepare.







Good morning, good morning (age 16)

Waking up in sheets of cold, yet sort of warm, sticky blood is unnerving. I haven’t ever seen blood like this in real life, bright red with some darker clots and so much of it. My bed looks like that scene in The Godfather, but where the horse’s head should be is me, in a tight foetal position desperately hoping I can just go back to sleep and not have to deal with this. My parents have just split up and my mum has moved out, my grandfather is dying and my GCSEs are in a few weeks. Great timing uterus, thanks. 

It feels like the middle of the night but it can’t be, it’s getting light outside. I use all my fight to get to the bathroom and lie on the cold, hard floor, which is delightfully soothing. Opening a window would help but the idea of moving again seems impossible. If I just lie really still perhaps it will go, maybe it will die down or jump out of my body, escaping like a demon. I get very short waves of relief but not enough to recoup before the next contraction and surge of nausea. Something feels really wrong and I’m not in control of this. 

On hands and knees I make my way to the cupboard and rake through the medicine drawer. It’s full of empty packets for Oraldene and Bonjela, old bottles of ancient, long-gone syrups and capsules for indigestion, but no painkillers. I’m desperate. I’ll take anything, I don’t care, but I don’t know what will work. What if I take something I’m not supposed to and it makes me even sicker? I can’t risk that. I crawl back to the toilet. 

This pain is much worse than it has ever been. Surely I’ve lost like eight pints of blood now? Maybe I’m dying. Maybe something has burst inside. My mind is rushing and I’m panicking, but I’m also too exhausted to panic. I want my mum but she isn’t here. I look at the clock, 5 a.m. When is an OK time to wake someone up because you have bad periods? This can’t be what all women go through every month because everyone would be talking about it, wouldn’t they? For the next few hours I pass out and sleep between bouts of vomiting and diarrhoea, and when it’s a reasonable time, I wake my dad. I don’t know what’s going on but I can’t do this on my own any more. 

* * *

We go to A&E. The receptionist demands that I explain my symptoms and not my dad or sister, after all I am sixteen now, not a child. Her tone suggests that if it’s bad enough I’ll ask for help but if I can’t even summon the strength to fight for myself then it can’t be that bad. But this doesn’t make sense, if it’s really bad I wouldn’t be able to speak at all would I? We wait for hours on the hard plastic chairs with no pain relief, I sporadically vomit into a cardboard bowl and slump on my sister as she strokes my hair. Eventually I see a doctor, who presses my tummy and rules out appendicitis. His incredulity and impatience is clear: why are you making such a fuss about something as routine as periods? Perhaps it’s food poisoning, or IBS, either way we can’t help, see your GP if you’re still suffering in a few days. But my mum took me to the GP years ago and he just told me it was bad periods – sorry – won’t he just say that again? I am told to go home, take some paracetamol and try to sleep; hopefully it will settle down. I hope next month won’t be like this. I can’t miss my exams. 
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Why is early diagnosis important? 

If you get the right help early enough, not only does it reduce unnecessary pain, stress and suffering, but it can also limit the growth of the disease. If endometriosis has been left unmanaged for a long time, treatment can be more difficult and less effective and you may require surgery rather than more conservative ways to manage the symptoms (such as hormone treatments).



THINGS I KNOW NOW 


	Getting the right diagnosis can be life-changing; many women find their symptoms are hugely alleviated by hormone or surgical treatments. 

	If everyone knows what it actually is it can be managed much better, by doctors and by women themselves.

	Don’t suffer in silence and don’t be deterred by misdiagnoses, keep asking for the right help until you get it.







It’s not endometriosis, it must be …

A major reason for the delay in diagnosis is that endometriosis is a complex disease with a myriad of symptoms that can be confused with other conditions. It’s also made more difficult because symptoms vary for each woman and they may not be constant, cyclical or ‘textbook’ endometriosis. Many women are repeatedly told their symptoms are either normal or they are misdiagnosed with something else: appendicitis, IBS, UTIs, pelvic inflammatory disease, sometimes even a mental-health issue. For years I’d been struggling with bowel issues, vomiting, passing out, regular urinary infections, but I didn’t know that these were all major symptoms of a disease I had never heard of. I thought I’d look like a hypochondriac saying, ‘Oh and by the way, here are a load of other things I have too.’ I didn’t realise they were all connected so I didn’t think to mention them, and doctors didn’t ask. This is where lack of awareness has serious consequences: if doctors don’t know much about it either, then they won’t know what to look for and women will continue to go undiagnosed.

Midnight feast (age 17)

There is a woman lying in the bed next to me eating the best part of a family pack of Quavers and telling me about her prolapsed bladder. She is nil-by-mouth, which means she shouldn’t be eating anything because she is having surgery first thing tomorrow, but she assures me that ‘these are basically just air so I think it’s fine’. I am in a gynaecology ward with three other women: one is recovering from a miscarriage, one has just had a hysterectomy and the other is my prolapsed friend. Our private parts jumbled together in one ward, lots of ‘women’s problems’ in here. The other women are kind, but they are much older than me, facing life-changing situations. I’m not one of them, I just have bad periods, don’t I? I want to be eating ice cream in bed with my new boyfriend and dancing at nightclubs with my friends, I don’t want to be listening to stories about dangling bits and how we should ‘use it or lose it’. It’s like being in a gynaecological version of A Christmas Carol; the ghost of female future is warning me about what might come. Being confronted with how our bodies can betray and humiliate us, how they can get so out of control, is terrifying. 

This is my first real experience of hospitals. Apart from one trip to the GP when I was twelve and A&E a year earlier, I hadn’t sought any further help. But I collapsed at school yesterday so they brought me in. Doctors, medical students, specialists – everyone has seen me. I’ve had all the scans, exams and blood tests they can offer but no one can work out what’s wrong. I’ve just started the contraceptive pill and part of me is worried all of this is my fault. I’ve been dating my boyfriend for six months and started being sexually active (and by God we were being active) for the first time. I should have known my body would have something to say about all this fun. Perhaps this was my fault, not for having sex, but for messing about with my delicate system, by putting these alien hormones in my body? 

* * *

It’s also the first time I’ve had hospital food and it’s not great, guys. Bland, beige and somehow it all tastes the same. Oh and everything comes with sweetcorn. You’re asked to choose your dinner while you’re eating your breakfast, which is served at 8 a.m. prompt, an impossible hour for digestion when you have been up for most of the night in pain. Then before you’ve even finished your porridge or muesli or whatever it is you can’t remember you ordered and now can’t distinguish with eye or tongue, someone turns up demanding you get out of bed and suggests a bath! It’s not much fun being on other people’s timetables when you’re this poorly. 

* * *

Although this ward is full of women, is run by women and is focused on ‘women’s problems’, there isn’t as much empathy as you might expect. There is a ‘get up and out’ attitude displayed by the staff. Every evening they encourage us to eat in the day room: a drab, draughty space at the end of the ward, with a hodgepodge collection of chairs and a long table. It will do us good to get out of bed. I know they’re right, but it feels a bit much when everyone is feeling so weak and sick. As we sit there in our dressing gowns with greasy hair and pale faces, IV wires dangling from our arms, I’m struck by the solidarity in the room. All of us sitting here with our bits buggering us about, saying how we daren’t laugh too much in case we wee or it all falls out. There is fortitude in women when we are pushed to our limit, especially when we’re in it together. Somehow we find strength and compassion for others in a way that moves me to tears. I am reminded that women are pretty amazing in a crisis, that they still find a way to smile and laugh, so at least I’m here with them. 

* * *

Family, friends and my boyfriend come to visit, my dad makes up stories and my mum brushes my hair and pushes for answers. I wish they could stay but visitors are only allowed to be here for a couple of hours a day. Occasionally the kinder nurses let them stay a little longer and one night, well after visiting is over, my mum (against all her better judgement) sneaks in a McDonald’s to cheer me up. I shuffle to the empty day room and wolf down a lukewarm burger and fries by the light of the moon. Sometimes a little bit of what you fancy does you good (even when it isn’t technically good for you) and sometimes the little things make the difficult things less difficult. Eventually, unable to determine the reason I feel so ill, they say I can go home to rest instead, so I do. Still undiagnosed.


What Happens in an Internal Exam?

You might feel nervous because you don’t know what will happen – try not to worry, it’s over quickly and doctors and nurses do them all the time so there’s no need to be embarrassed.


	You lie on a bed with your feet in stirrups and your legs apart, or maybe lie flat with your feet together and knees flopped out to each side, so your legs are apart in a kind of diamond shape. 

	The doctor will wear vinyl gloves and use lubricant jelly to make it less uncomfortable for you when they insert their finger into your vagina. 

	They may use a speculum, a contraption they insert into your vagina that gently widens it so that they can see better – also used during cervical smear tests. 

	They may press gently on the walls of your vagina using a finger, asking whether there is any pain or discomfort. They may also take some swabs and this might sting for a moment. 



Tips


	Somehow, no matter how much you wipe, there is an infinite amount of lubricant jelly left on you after the exam, so wear a nice pair of full cotton knickers. (I learnt this the hard way – I wore a thong the first time.) 

	Keep breathing. Your instinct will be to clench and hold your breath if you are nervous or it’s uncomfortable. Paradoxically, this protective reflex will actually make it worse. Try to relax and think of something nicer to distract you – a cherished memory, a favourite holiday destination or something coming up that you’re looking forward to. This is a useful thing to be able to do for any procedure – blood tests, scans, examinations.






What Happens in an Ultrasound Scan?


	An external ultrasound scan is like the one they use for seeing babies. The sonographer/radiologist will squeeze some jelly on your abdomen (it’s a bit chilly) and press an ultrasound wand around. It might be a little uncomfortable if you have bloating or it’s a particular time in your cycle. 

	They might also do a transvaginal scan (sometimes called an ‘internal scan’) to get a clearer picture of your reproductive organs. They insert a thin ultrasound probe into your vagina and move it around gently to look for disease and cysts. Sometimes disease can be seen and diagnosed this way rather than through surgery. 

	BUT this is not a definitive diagnostic test; you may still have disease that can’t be seen on a scan (I did, and do, have spots of disease that can’t be seen this way). Being able to see disease also depends on the skill and experience of the sonographer.



Tips


	A sonographer is an expert in ultrasound, but they might not be experienced in endometriosis; being able to see disease on a scan is still a skill that is highly specialised. It’s likely your consultant will read the scan report afterwards and determine the next stage of treatment. 

	They might be quiet while they take the images; don’t panic, it doesn’t necessarily mean bad news, they’re just concentrating. 

	Ask to look. I used to be too freaked out to do this, preferring to stare at the ceiling until it was done, but now I ask them to turn the screen and explain to me what they’re seeing. Understanding it helps to calm me down. 

	Take some paracetamol or ibuprofen before. Internal examinations can be uncomfortable if you have endometriosis.

	Remember that breathing thing? It helps here too. 






What Happens After These Investigations?

You might have to wait to see your doctor to discuss any findings, which can be frustrating and worrying. You also might also feel a bit sore and emotional. I recommend you take yourself off and do something cheerful: treat yourself to a little something, a cake and a warm drink, talk to a friend or someone you love. Doing something enjoyable after these appointments gives you some control back.



Number One (age 17) 

The good thing about having been in hospital is that once you’re in the system they have to follow up. Six months later, via a colorectal surgeon who considered exploratory surgery for Crohn’s disease (err, no thanks, I don’t think that’s what this is), I’m back in gynae outpatients. A wonderful female registrar asks questions and apologises for having to do another internal exam, but by this point I don’t care, I just want to know what’s wrong. She’s concerned about pain in particular areas, as coupled with the symptoms it matches her working diagnosis. I think the word endometriosis gets mentioned, but it’s a bit fuzzy because I’m overwhelmed by her skill and consideration. She is the first doctor to really listen. Instead of taking a coffee break that day she spent a little longer with me and for that, I am eternally grateful. I’m not sure what would have happened next if she hadn’t. She books me in for exploratory surgery with her consultant, Dr B.

* * *

Three months later a kind male nurse helps me into a preheated bed and I make some quip about how wonderful the NHS is – that it’s like being in a hotel. I haven’t quite worked out how to be a patient yet, so I revert back to what I do in any situation that
















	A laparoscopy is keyhole surgery. It usually involves a little cut in or just under your belly button and a few little cuts at the top of your pubic hair line or lower abdomen.
 
	It’s usually an outpatient procedure so you’re in and out within the day. But you might stay overnight if the surgery is longer than anticipated or your pain levels feel unmanageable. 

	Before you go down, they ask you to change into a gown and some paper knickers (they are weird; like a shower cap with leg holes). 

	The consultant and anaesthetist usually come to see you before to explain the risks and you sign a consent form. Don’t be afraid to ask questions or discuss any worries at this point. 

	You’ll be taken down to the surgery ward where they will give you a general anaesthetic. Then you’re unconscious and they take you into theatre. 

	In the operation they inflate your abdomen with carbon dioxide gas so they can see everything clearly. Although they push out as much of the gas as possible, it can take a few days for it to go down.

	Don’t panic if you feel a bit ‘blown up’ afterwards. The gas might travel around your body as it disperses; sometimes you can even feel discomfort in your shoulders. Moving around (even slowly) helps it go quicker post-op. 

	When you wake up, you’ll probably feel woozy, nauseous and sore. 

	If you are in a lot of pain in the recovery room take the meds! It’s unlikely they will give you morphine or very strong medication again after this point. 








	If it is exploratory surgery (assessing the disease without removing it) the recovery time can be anything from a few days to a couple of weeks. 

	If they laser or excise the disease, recovery can be longer. It will depend on how much they have done and your own levels of pain and discomfort.

	Although it appears (from the outside) to be a minor operation, it is major surgery if they have tried to remove the disease. 

	You need to be patient and give yourself time to recover. 

	You might feel groggy from the general anaesthetic, but don’t worry, it fades. 

	The more operations I have had, the longer the recovery has taken each time. The operation may aggravate pre-existing scar tissue and inflammation. 

	It’s important to take the pain medication your doctor has suggested; your body needs respite from the pain in order to recoup and heal.









	Be cautious of doctors who diagnose or operate too quickly just because they’ve hit a dead end in their investigations.

	Getting the wrong diagnosis or treatment delays the help you really need. You might need to be strong and push for this – you know your body. Remember when they thought it might be my intestines? I knew it wasn’t that, so said no to an exploratory surgery. 







Talking to myself 
















	Endometriosis is different for everyone: symptoms, disease, efficacy of treatments and their side effects are different for each woman. 

	Currently there is no cure: but there may be better symptom suppressors that you haven’t tried yet. Finding the best treatment for you might be a bit of trial and error; it’s about getting a balance between managing symptoms and the effects. You might also need to change treatments over time based on your symptoms and life plans.

	Find an endometriosis specialist: it’s important to see someone who fully understands the disease; what to look for and how to treat and manage it. You may need to push for this. You can find your nearest endometriosis centre in the UK at the BSGE (British Society for Gynaecological Endoscopy) website (see here) or ask your doctor for a referral to a specialist. 

	Beware of medical terms: when doctors say ‘minimal’ or ‘superficial’ or refer to ‘stages’ of disease, it can feel like they are diminishing your symptoms. They aren’t, these are medical terms for the type of disease, referring to the location, size and depth of the endometrial deposits. Remember that the amount of disease does not correlate to how much pain you’re in, and vice versa. 

	Surgery isn’t always the answer: it’s not a quick fix and it doesn’t cure the disease. Depending on your case it may be that the disease can be suppressed and managed with medication and hormone therapy rather than surgery. Talk to your doctor about what they think is the best plan for you.

	It is a long-term condition but don’t be too despairing yet: it doesn’t automatically mean you will be in pain all the time, that the symptoms can’t be managed or that it will definitely affect your fertility. Try not to assume that the versions you read about online, in medical textbooks or even my version in this book is going to be your experience. Not every symptom, treatment or setback will automatically happen to you. Hopefully you won’t need much intervention, and if you do it won’t be forever. You might have bad patches and harder times but mostly you will be OK (if a little more tired than you used to be).

	Try not to assume the worst: it doesn’t necessarily progress or get worse over time for everyone. A diagnosis doesn’t mean you’re going to be ill forever or that it won’t get better or become easier to manage. Many women live very full lives with endometriosis, even if they undergo hormonal treatments or surgery at various points. There is a lot of hope out there. Focus on finding the best possible treatment (or combination of treatments) for you. 

	You might be in denial: you might rail against the diagnosis for a bit (I know I did), want to ignore it, determined that it won’t change your life. It’s a totally natural response to the diagnosis of a long-term health problem. Let it be, it’s part of processing, take your time, you’ll know when you need to address it or get more support. 

	You’re not on your own: there are 200 million women who have it (to varying degrees) all around the world. You might want to access online support, go to a group and talk to fellow sufferers for advice. 

	But it’s OK to want to be on your own: if you don’t want to be part of a group, or you’d rather not talk about it, that’s OK (I did this for fifteen years). But in the darkest of hours know that others are going through it too; you will get through this and it will get easier. Reach out for help, even if it’s just to doctors or close friends and family. 





It only took seven years then!





Things to think about before a GP appointment



	Keep a diary of your cycle, symptoms and pain levels. 

	When are the symptoms or pain worse?

	Is there any change at certain times in your cycle?

	Do you have multiple symptoms at once? 

	Do you use any birth control? Has this changed recently?

	Have you changed anything in your lifestyle that might be useful for the doctor to know (e.g. diet/job)? 

	Has it got any worse or better over time? Can you link that to anything?

	What aggravates your symptoms and pain? (E.g. sex, bowel movements, sleep, ovulation.)

	Keep a food diary; they’re going to ask you to do this anyway if they think it’s IBS or vitamin deficiencies. 




Why do I need a specialist?









	fully understand our individual disease, possible treatment options and prognosis. 

	ask questions about pain, symptom management and fertility.






Things can only get better


Healthcare professionals need to:


	be more aware and alert to the symptoms. 

	listen better to the patient’s concerns and refer them to a gynaecologist and/or endometriosis specialist if they are reporting persistent symptoms including pelvic pain, severe period pain, pain during sex and fertility issues. 

	refer women with confirmed deep-seated disease to a specialist endometriosis doctor or centre.

	not rule out endometriosis:

	even if the patient is 17 and under.

	even if the patient continues to have symptoms after tests or initial examinations come back clear (such as ultrasounds).







The medical system should provide: 


	gynaecology departments with doctors who specialise in endometriosis. 

	a managed network of care including GPs, nurses, sexual-health clinics who should be conscious and alert to the symptoms.




Can they fix it then?


















What do I do now?
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