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‘A story of perseverance, the importance of advocating for yourself and how the kindness of strangers can have a huge impact. Having been aware of Tilly for a few years it’s been fascinating to sit and read about her story in more depth. After years of not being listened to, I’m so glad Tilly is being heard now. A lesson to us all on what it is to have hope, even when we are at our most depleted. Shocking, brave and raw.’


 – Giovanna Fletcher, author, podcaster, actress and activist 


‘Tilly writes beautifully, with such compassion. She has a wise understanding far beyond her years. The insight that she gives the reader is in depth and astonishing. It is delivered in such a relatable way and even with humour. A really important book for all of us.’


 – Donna Ashworth, poet and author of Wild Hope and Growing Brave


‘What a sensational read. A real, heartfelt and insightful look into the lived experience of someone managing their chronic health issues.’


 – Dr Nighat Arif, GP, medical broadcaster and author of The Knowledge


‘In becoming the expert that no one wants to be, Tilly Rose turns the worst prize in the raffle into the best, wittiest, most painful, most human quest to find the answer to a medical mystery that no one else can solve. This is a triumph of spirit over adversity. I found myself not only falling in love with its author but also rooting for her to find a cure. To have written it from the battlefield of illness is nothing short of a literary miracle. This book, like its author, is the dandelion that grows between the cracks. I loved it.’ 


 – Abi Morgan (OBE), screenwriter, playwright and author of This is Not a Pity Memoir


‘I found this book both heartbreaking and uplifting all at once. A true story of resilience, hope and unwavering courage. A reminder to us all that life is worth living and that love really can conquer all.’


 – Frankie Bridge, TV presenter and author of Open


‘An inspiring account of a torturous patient journey. A recommended read for all.’ 


 – Dr Ed Patrick, anaesthetist, comedian and author of Catch Your Breath 
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To Mum, for showing me night and day that giving up is never an option.









PREFACE


Being ill is not a choice.


No one ever ponders their vision of the future and thinks, ‘Hey, maybe one day I’ll be a patient.’ It’s a raffle of the worst kind; the tragic tombola at the school summer fete that no one wants to enter and – having admired the prize selection (Sharon’s curried apple sauce, Coral’s handwoven placemats and Mitra’s origami pets) – no one wants to win. In a cruel twist of fate, aged five, someone must have bought me one of those pink paper tickets and, as bad luck would have it, I won. I won a future of emergency admissions, endless waiting rooms, gruelling treatments and major operations. It really has turned into the prize that just keeps on giving.


Being a ‘medical mystery’ means I’ve now experienced every corner of the healthcare system for over 20 years. Along the way I’ve become highly qualified at two things: being a patient and being very patient.


When most people picture being in hospital, they think of needles, medication and procedures, but that’s just surface-level stuff. At its core, being a patient is like being dropped headfirst into a social experiment you never signed up for. Growing up, you’re constantly reminded not to talk to strangers; so why, the moment you’re admitted to hospital, does it become acceptable to join them in a weird communal sleepover each night? You signed up for the treatment plan but no one mentioned the added extras. You may be in for 24 hours; you may be in for a month – but one thing I can guarantee is that you’ll be exposed to life and human beings as you’ve never seen them before. This is a sleepover you’ll never forget.


Be Patient is a story about becoming the expert no one wants to be. It is a tale about the rippling effect illness can have on those around you, as well as a broader comment on the fragility of humanity when faced with one of the most extreme settings in life. From monumental decisions to small acts of kindness, we will meet the people who shape the patient experience.


Now it’s time to take you with me behind the hospital curtain. This should perhaps come with a warning sign: ‘Be prepared to be unprepared’.


Here goes.










Part 1



MEDICAL MYSTERY
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CLUES


‘I’m going to need you to remove your knickers, my love,’ Julie, the radiographer, says.


I was told I wouldn’t have to move.


‘Take as long as you need.’ She smiles.


I contemplate how best to do this, settling on bending my knees and placing my feet flat on the mattress. I grip my thumb onto the elastic at the back of my leggings and tentatively begin to wriggle. My knickers make it halfway down my legs before it all feels too painful and I flop back onto the bed.


Out of the corner of my eye, I notice Julie lifting up a giant grey pole. I tilt my head to the side to get a better look. She squirts some clear jelly into her hand and begins rubbing the pole, in a sort of, well, wanking motion. What on earth is that for?


After taking a few deep breaths, I rather ingeniously hook my big toe around the edge of my pants and slide them off.


‘This may be a little uncomfortable for a minute, sweetie,’ Julie says, moving towards me.


In my pain-ridden state, I’m beyond caring. Within a few seconds, said pole is making its way between my legs.


‘OK, the wand is now being inserted.’


It might sound like some New Age sex toy, but as the ‘wand’ enters my vagina it feels anything but magical. I’m now not only writhing in pain but writhing in pain with a giant pole shoved inside of me and three members of staff gathered around a screen analysing my organs. What is happening?


‘So, can you point to the exact location of the pain?’ Julie asks.


I try to gesture to my tummy and lower back.


‘Sorry, can you just confirm exactly where the pain is?’


I’m now really struggling to move but flail my arms enough to point to my back, which is pulsating in sharp pangs.


‘Loin,’ I mutter. ‘Doctor said loin pain.’


Julie stops circling the wand. The room falls silent. She traces her fingers over the request form. They all begin to talk in hushed whispers. The wand is swiftly removed. Julie passes me handfuls of blue paper towels to wipe away the excess lube dripping out of my vagina. There is now a pool of slimy gunk between my legs, sticking to my thighs.


‘Tilly, my love, I’m afraid there’s been a little mix-up.’


Turns out the doctor’s handwriting was difficult to decipher. Turns out ‘loin’ and ‘groin’ look quite similar. Turns out I’ve just had a giant plastic pole inserted into my vagina for absolutely NO REASON.


‘If it’s any consolation, you have lots of eggs.’


The correct scan, on the correct body part, still fails to uncover the source of my agonising flank pain. Thankfully, it’s decided that whatever is wrong is causing enough suffering to require super-strong painkillers and these transform me. By the next morning my body feels weak but I’m no longer in agony.


I’ve now survived night number one on the ward. It’s always a relief when morning arrives. At 7am, the curtains are flung open and the light floods in. The ward is a hub of activity as nurses race around, the patter of their shoes sticking to the laminated beige floor. (Why do hospitals have beige floor? This seems like a total failing in the interior design. It pretty much guarantees a front-row viewing of the remnants of Edith’s burst cannula and Marjorie’s ‘little accident’ en route to the communal toilet.)


Nurse Safi bobs her head into my curtain.


‘I heard about yesterday.’ She laughs. ‘If there was ever a case for the system to be digitalised … Then again, people pay good money for that in those swish private clinics! You got a free fertility service, Tilly.’


She’s right. I should be grateful. Yesterday’s unexpected vaginal ultrasound means I now know I’m the proud owner of an abundance of eggs. At 20 years old, my future is looking brighter than ever.


‘I’m glad to see the pain meds have worked. You were in a real state last night.’


A stale, musty scent wafts down the corridor into our bay. This is quickly followed by a clatter of trolleys and the booming voices of the catering team, trying to tempt us with the various dishes on offer throughout the day. ‘Fish and chips? Omelette? Chicken tikka masala?’


A man in a navy-blue polo-shirt hands me a flimsy paper menu. The options are quite literally endless. I can’t take it all in. At 7am, I don’t know what I want for breakfast, let alone for lunch, dinner and pudding.


‘Decided?’ The man is now standing at the end of my bed, staring at me and impatiently tapping his foot. This is a highly pressured situation. There is no time to peruse. Without really looking I quickly tick a few boxes.


My roomies, on the other hand, are practically springing from their beds, salivating at the thought of putting their orders in. Patsy, in the next bed, phones her boyfriend, Ricardo, to inform him the food is ‘damn good’.


‘I think today I might give the allergen section a whirl,’ I hear her say.


Last night, when it looked like she might be discharged, she went all out and ordered a ‘supplementary snack’ at 3am. At the very point the nurses are praying that patients stay asleep, the canteen is actively tempting us with cheese toasties. To be fair to Patsy, hospital changes your outlook; and you certainly can’t accuse her of not seizing the moment. She is the ultimate ‘Carpe Diem’ poster girl.


After breakfast comes the ‘medication round’, the inferior precursor to the real deal, the bit we’re all waiting for, the ‘ward round’. At this point, the whole atmosphere changes. Everyone begins talking in whispered voices, the previous frantic footsteps slow. It is clear that something big is happening.


A verbal, ‘Knock, knock, knock,’ and a light tap of my curtain indicate the doctors will now be paying me a visit. Chief Duck, aka the consultant, Dr East, approaches first. His ducklings shuffle behind. They line up in a semicircle around my bed, all eyes glued to me.


‘How are you feeling today, Tilly?’ Dr East asks, without looking up from his notes.


‘Better than I was, thank you.’


‘And why exactly are you here?’


‘I became unwell again …’


‘What does “becoming unwell again” look like?’ He finally makes eye contact.


‘Well, I have a bit of a complicated medical history …’


Dr East gestures for me to expand. I can now recite the spiel off by heart. I’m also expert enough to know that he has max five minutes to hear it, so I need to be as succinct as possible.


I rewind to age ten, the year my appendix burst and I could have died. The gunk all welled in my weirdly deep pelvis and I lived (a small victory). Then, I quickly jump to age sixteen when I had an ‘emergency intestinal resection’. The surgeons cut my intestine in half, took a chunk out and sewed the two ends back together again. Then, just to really ensure that a hospital admission is never far away, recurrent pneumonias have been thrown into the mix, emphasis on recurrent. The worst bit: no one has any idea why the hell all this is happening to me.


I recount my story matter-of-factly. I’ve grown into this role over time and adapted to my ‘new normal’, but the truth is there’s nothing ‘normal’ about it. This illness arrived without warning and now endlessly lingers, casting a dark shadow over the healthy, carefree ten-year-old who existed before. Had that girl known what she knows now, I’m not sure how she would have coped. Sometimes it’s better not to know.


‘Quite the medical mystery,’ Dr East says.


I nod. Being a mystery in other walks of life is the pinnacle: that mysterious girl at school who lives on a canal boat and dyes her hair in accordance with the lunar calendar; that mysterious guy whose enigmatic texts make him irresistible; that mysterious colleague who claims to have spent her weekend doing laundry and watching TV with her cat, but turns up every Monday with a suspicious new love bite. These people are all mysterious in the way that they defy categorisation; you can’t put them in a box or label them – and that makes them intriguing (and cool). Being a medical mystery is not cool. Mine is the bad kind of mystery, the one where everyone is trying to solve a horrific crime but the evidence has all been lost and the detectives are struggling to come up with new ideas. My case involves phrases like ‘very unusual presentation’, ‘unexpected outcomes’ and ‘a confusing picture’ – phrases no one wants to hear.


‘And what would you like to be doing, if you weren’t here?’ Dr East asks.


At this point in the conversation, I know it’s time to throw Oxford into the mix. I first visited the city on a day out with my parents when I was ten years old. We stumbled across a sign outside Balliol College, one of the University of Oxford’s colleges, inviting the public to look around. Stepping into Balliol was like stepping back in time. As we walked through the quad, the sun pierced through the thick clouds and bounced off the chapel’s stained-glass windows, forming a colourful rainbow across the trees. The greenest, neatest lawn I had ever seen was enclosed by tall stone walls dripping with ivy and framed with blossoming flowerbeds. Students wandered down the pathways, chatting to friends. I couldn’t take my eyes off them. In that moment, I made up my mind that I was going to Oxford University.


That same year, I started to become unwell. I’d just moved to the local secondary school, but from day one I was hardly there. I’d sit in hospital waiting rooms rifling through cue cards. I’d lie in hospital beds reading set texts. I realised I could teach myself. It became the one thing I had control over and a distraction from the horrors of being so ill. ‘Don’t bother taking your GCSEs …’ ‘Don’t put yourself under pressure …’ ‘I think university is a little unrealistic given your situation …’ people said. They were right. It was a totally unrealistic goal, but I quietly held onto the tiny glimmer of hope that it wasn’t impossible.


I proved everyone wrong. I got into Jesus College, Oxford to read English Literature and Language. At the point of meeting Dr East, I’m entering my second year. Doctors seem to like this; it shows I’m motivated, that I want to be well. A strange thing to have to prove and yet, ‘Do you want to be in hospital?’ is a question I’ve heard so many times that I now pre-empt it before it surfaces.


I want to be living that dream I’ve worked so hard for, delving into books on my incredible window seat overlooking the beautiful college quad and cycling around the city’s charming stone walls. Instead, I’m the girl who stays up all night reading, knowing that the next day she could be in A&E. I’m the girl who owns a bright-pink bike who is never seen to ride it. I’m the girl who, on the outside, is ‘always smiling’ but who isn’t always smiling inside.


‘We’re not sure what’s causing the flank pain but our X-ray shows you do have another bout of pneumonia,’ Dr East says.


The antibiotic tablets are no longer as effective as they once were. I’m now becoming more and more reliant on hospital IVs.


‘Why do I keep getting pneumonia?’ I ask.


‘We’re not going to solve that here,’ Dr East replies.


This is a response I’m now used to. Always worth an ask, though. One day, someone will have the answer.


‘We’ll treat the infection but much better to look into the cause as an outpatient.’


I know what Dr East is really saying is that he doesn’t have the resources to try.


At midday, Nurse Safi shuffles towards my side table, holding the yellow A4 booklet containing my ‘notes’. Given that my name is inscribed in bold black ink across the front and that the contents include every intimate detail about me, it would be reasonable for you to assume that I’d have at least a semblance of ownership over these but you would be wrong. Yesterday, they were accidentally left on my side table and when I dared to take a peek they were swiftly removed.


Safi hands me a little paper cup containing my lunchtime meds. It could be mistaken for a miniature shot but the contents don’t glide down your throat like a tangy Apple Sourz. They get lodged and require several cups of lukewarm water from the blue-topped plastic jug to force them down. No one explains what they are, only that I must take them. Once Safi is satisfied that I’ve swallowed each pill, she moves onto my neighbour.


Chardonnay, the patient in the bed opposite, announces that she can’t take tablets. She also has a lifelong fear of needles. Safi asks what she’s eaten.


She can’t eat. She’s been vomiting.


The thing about being hospital neighbours is you really take the concept of nosy to a whole new level. I already have an in-depth knowledge of Chardonnay’s daily routine: I know she calls her brother, Dean, at hourly intervals; I know she thinks Dr East is an ‘arsehole’ who isn’t taking her seriously; I know she thinks it’s a ‘fucking joke’ that her Hospedia – the TV, phone and entertainment centre above the bed – isn’t working. I also categorically know that she has eaten. Last night, while I was attempting to get that rest everyone keeps telling me I need, she hosted a casual family reunion around the bed and ate two thirds of a bucket of KFC popcorn chicken, with a side of fries and Diet Pepsi, to be precise.


I’m just about to roll over and try to go back to sleep, when a healthcare assistant appears at the end of my bed.


‘Would you like a wash?’


My blonde hair has already turned brown and is sticking to my head. There’s no way I’m going to make it to the shower. I’m hooked up to so many machines I can’t move.


She lifts up a scuffed blue bowl and crusty flannel.


‘We call it a bed bath.’


‘No thank you.’


‘Is Bed 3 not washing?’ an authoritative voice asks, from beyond my curtain.


‘Wash REFUSED.’


Turning down the offer of a stranger giving me a ‘bed bath’ has somehow translated into, ‘This girl has a hygiene problem.’ No doubt a new addition to my hospital notes.


A few hours later, Nurse Safi appears with a bag of IVs, which she hangs from a stand next to my bed.


‘There you go, that will make you feel better.’


Within a few minutes, I get that familiar metallic taste in my mouth and know that they are beginning to flood my system. I’m aware that it will be only weeks, maybe even just days, before the pneumonia inevitably returns. This has become the cycle. The IVs aren’t the cure; they just dampen it down for a while. Each time I come in, the doctors throw a few buckets of water over a roaring fire. Some of the flames turn to ash but the fire still burns. For tonight, though, the buckets of water are enough to make me smile.


I drift in and out of sleep as the antibiotics fill my veins. When I wake, Mum is sitting in the chair beside me. Dad and my boyfriend, Finn, stand behind her. I tilt my head up.


‘You already look like a different person,’ Mum says.


‘That’s our girl,’ Dad nods.


Finn leans over and holds my hand (well, sort of – the cannula sticking out of my vein makes any romantic gesture a bit challenging). I gaze up at him, knowing I got all the luck that day we met in the first week of term. There’s an Oxford tradition where, during week one, you get ‘college married’ to someone in your year. Then, the following year, when the next cohort of students arrive, each couple is allocated ‘college children’. I spotted Finn in the King’s Arms pub on our very first day. Our beautiful love affair progressed when, a few days later, he knocked on my door, got down on one knee and (college) proposed to me with a Haribo ring and a packet of heart-shaped Jammy Dodgers. Who said romance is dead? We later turned into a real-life couple. It would be a kind of fairytale, were it not for the ambulances, needles, blood and vomit rumbling away beneath the surface. To start with, I tried to hide this entire horror show from him, fearing that there would be no fairytale ending if he was faced with the reality of my situation, but as things have worsened that has become more and more difficult.


‘I’m not going anywhere,’ he says each time I question why he wants to stay with a girl who spends half her life in hospital.


He turns to me now.


‘What are you going to do, Tills?’


Finn asks this every time I end up here.


‘Beat it,’ I whisper.


‘More convincingly, please …’


‘Beat it,’ I say a bit louder.


He nods, satisfied.


‘You’re a legend, never forget that.’


Visiting hours are now coming to an end. I should be leaving with him. Instead, I’m stuck here. I feel an overwhelming wave of guilt. I can’t be the girlfriend I want to be. I can’t be the girl I want to be.


‘I don’t like leaving you,’ Mum says.


‘I’ll be fine. I promise,’ I try to assure her.


‘Have you got your earplugs?’


‘Yep.’


‘Sleep mask?’


I dangle it in the air.


‘OK, well I hope it’s not too noisy.’


I laugh.


‘It will be …’


She squeezes my shoulder. Dad leans over to kiss me on the forehead.


I wave goodbye to them all, then pop in my earplugs. I’m just about to pull my sleep mask over my face when I spot the sign above the sink.


Stay Safe. Wash your hands to stop the spread of germs.


I contemplate how washing my hands isn’t going to keep me safe if Sheila in the bed opposite turns out to be a serial killer.


Lola, my night nurse, pokes her head through my curtain.


‘Just wanted to check you’re OK before I turn the lights out?’


‘All good, thank you,’ I smile. I mean, apart from the fact that the very circumstance of being in hospital means I’m now expected to roll over and go to sleep with a bunch of total strangers.


I notice Lola looks a little upset.


‘Are you OK, Lola?’


She seems a bit taken aback but steps into my cubicle, drawing the curtain behind her.


‘Not really.’ A single tear drips down her cheek. She brushes her hand across it. ‘One of my patients, Minnie, in the room next door. She just died.’


Not what any patient wants to hear. I prefer to focus on hospitals as a place people go to get better. I don’t feel, in my present state, that I’m quite the right person to be counselling Lola, but it doesn’t seem like she’s getting much support elsewhere. She tells me how she tended to Minnie’s every need, made her comfortable, spoke with her family, really got to know her. She even held her hand as she passed away.


At 8:47pm Minnie was pronounced dead. It’s now 9:30pm and Lola is furiously attempting to wipe away her tears, hidden from view behind my curtain.


‘It’s all in the name,’ she whispers. ‘End-of-life care stops as soon as the life has ended.’


It occurs to me that if my auntie was at work and her colleague keeled over next to her, she’d be sent home immediately, given a few days’ compassionate leave and probably be referred for counselling. The perks of finance.


Lola is a nurse. She signed up to work in the caring profession. She is contracted to care. To be good at her job, Lola must care a lot, but the contract stipulates that at 8:47pm Lola should have stopped caring. Dead bodies aren’t a priority.


At 9:35pm, the ward sister calls through my curtain.


‘Lola, where have you got to? Can you come and change Bed 2’s catheter?’


It’s true that not all superheroes wear capes, but I’m pretty sure that on occasion, even Batman was allowed to cry.


PATIENT SURVIVAL TIPS


• If a test or procedure feels a little odd (for example, pole up vagina), question it!


• The morning ward round is your one five-minute opportunity to ask the doctors any burning questions. Prep them in advance!


• In no other circumstance in life would you blindly take a pot of random pills from a stranger. Hospital is no exception. Ask what meds are in it.


• Having a distraction outside of patient life is essential.


• Staff also get sick, feel sad and have lives beyond the hospital wards. Never lose sight of that.
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ZEBRA


Thankfully, I escape hospital just in time to celebrate my 21st birthday. On the night of my party, the lights go off and my relatives gather around. My auntie swans through the door, holding what at first glance, amid the candles and sparklers, appears to be a Victoria sponge. On further inspection, though, this is no ordinary offering. The lopsided cake is embellished with a mortifying montage of individual icing headshots of every single member of my family. Superimposed onto the centre of the shrine is a horrifically zoomed-in photo of 11-year-old me, my hair scraped back into a tight ponytail, two strands pulled in front of my face, held in position with some sort of gel product.


‘Isn’t your uncle clever?’ Auntie gazes up at the mastermind behind the creation. Her very own Michelin-star chef.


‘Look, there’s Grandma Bridie.’ She points. ‘And there’s your cousin Sophie.’


I burst out laughing.


‘It’s amazing,’ I say. ‘It really is.’


‘A cake full of everyone who loves you,’ Auntie smiles.


‘Make a wish, Tilly.’ Mum puts her arm around me.


I blow out the candles and close my eyes.


‘What did you wish for?’ Finn asks.


‘I can’t tell you or it won’t come true.’


Mum looks at me, her eyes dewy. She knows what I wished for. It has been the same wish for the last 11 years.


I wish to get better.


All I want for my birthday is answers and all I get is more pills. Every day now I rattle through 30-plus tablets; there’s barely room for food. Meds for pain, meds to stop me being sick, meds for skin reactions, meds to treat infections, meds to help me sleep, meds to control my heart, meds to support my lungs, meds to make my tummy work. Alongside this is the admin of patient life. It’s starting to feel like the full-time job I never signed up for. With any other job, I could take a day off, plan in advance and mentally switch off, but being a patient isn’t a role I can just leave behind. Some days it’s more visible, other days it fades further into the background; but it’s always there, tainting my every move.


It’s the summer vacation and while my friends are off travelling the world, I’m travelling between medical appointments.


‘It’s beyond me …’ ‘I can’t help you, I’m afraid …’ ‘If my clever colleagues haven’t solved it, I don’t think I’ll be able to …’


Over the last 11 years, I’ve worked my way through virtually every department going: respiratory, gastroenterology, urology, endocrinology, gynaecology, radiology, cardiology, haematology, neurology. When they can’t find the answer, the doctors pass me on. I’m sent from -ologist to -ologist like a hot potato.


‘That’s why you need a good GP,’ our friends and relatives tell us.


There is a policy in England that anyone can register with a GP surgery. Whatever dire situation we may find ourselves in, GP surgeries are open to everyone. Well, almost everyone.


A week after my 21st birthday, a letter arrives in the post.


Dear Miss Rose,


I am writing to you, as the senior partner, on behalf of your General Practitioner.


We are saddened to see you have had so many health challenges over the last few years, resulting in multiple admissions to hospital. You have required numerous call-outs, particularly in recent months. Whilst we are committed to supporting our patients during these times, as I’m sure you will understand, we do have limited resources. We regret to inform you of our decision, that it would be better for all involved if you were to transfer to a new surgery which may be better able to manage your situation and provide continuity of care.


Kind regards,


Debra


Dear Debra,


Thank you very much for your recent correspondence.


This letter was, I must admit, a little unexpected. I wonder if you could perhaps give me any recommendations of local GP surgeries actively seeking ill patients?


Kind regards,


Tilly


Later that month, two more letters arrive in the post.


‘You have got to be joking? I haven’t visited them in 20 years,’ Dad says, flapping one of them in his hand.


The GP has decided to fire not only me but my entire family.




Are you sexually active?


How many units of alcohol do you drink per week?


Do you take recreational drugs?





It seems my new GP is less interested in my medical history and more interested in how much of a legend I am.


I stare down at the sign-up form.




Help Us Get to Know You





I think of my body and then my illness. I prefer to view them as two entirely separate things. My body is the ship in the depths of the ocean, being brutally attacked by a raging storm. The sails have fallen, the ropes have torn, the deck is beginning to flood, but somehow the ship still floats. Everything is falling to pieces around me and yet I will not let it define me. I am the ship, not the storm. I am not my illness. Somewhere on that ship is the girl waiting for the lifeboat; but, for most people, she’s too far from the shore to spot. They see only what is right in front of them. They see ‘Tilly the patient’ – and to be fair, when you ‘get to know her’ on this GP form, things don’t look great. I have to tick ‘Yes’ to taking regular medication, I have to tick ‘Yes’ to having had major surgery, I have to tick ‘Yes’ to recent hospital admissions and I have to ignore the neat multiple-choice boxes in the ‘Medical Conditions’ section containing all the standard diagnoses. Instead, I have to ask for extra paper to write out a complicated sprawl of unanswered questions under ‘Other’. You never want to be ‘Other’ in medicine.


In 1940, medical researcher Theodore Woodward coined the phrase, ‘When you hear hoof beats, think of horses, not zebras.’ The odds are that patients have common diagnoses rather than rare ones. On day one, I got Theodore Woodward’s vibe; but 11 years down the line, he’s totally screwed me over. I am now facing the hard truth that I am 100 per cent zebra. This comes with another hard truth: most medics prefer horses.


Thankfully my new GP, Dr Murphy, is different.


‘Patients know their bodies better than anyone else,’ he says in my first appointment. ‘You’ve lived with this horrible illness for years now, Tilly, so how about you tell me what you think is going on here?’


So, I tell him. I tell him that I was perfectly well, before being struck down with appendicitis and then my first pneumonia aged ten. I tell him that this is a physical illness that in some way responds to antibiotics. I tell him that logic tells me there must be a reason why I suddenly needed an emergency bowel resection (not exactly normal). I tell him that 11 years on, I am finding it hard to hear the words, ‘It won’t be that; it’s very rare.’ Words that mean zebras face extinction where horses do not.


‘If it wasn’t rare, wouldn’t we have found it already?’ I pose to Dr Murphy.


He nods.


‘I think you’re right, Tilly. Now, I don’t profess to have the answer but I can assure you, I will try my best to get these clever consultants to find it.’


Will he try, though? Will he really try?


When this illness first started, I entered each medical appointment full of hope. This doctor could be the one, the one to solve the puzzle. I’d pin everything on those meetings, nervously sitting in the waiting room, quietly asking the universe for this to be the day it all changed. Now, 11 years on, nothing has changed. I have learned the equation. Hope gets you through but unfulfilled hope leads to despair. Hope is a comfort but it also leaves you exposed. If you have no expectation, you can’t be disappointed. Lately, I have been scared to hope.


‘I’ll make a few outpatient referrals for you,’ Dr Murphy says.


I think of something Mum has so often said to me: ‘It only takes one person. Only one person needs to care, Tilly.’


I look at Dr Murphy. He has kind eyes. I take a deep breath and today I choose to hope again.


A few weeks later, I’m sitting at my desk at uni when a letter arrives informing me about a new gastro appointment. Dr Murphy has stuck to his word and referred me on for more investigations. I’m unbelievably grateful but the letter is an intrusive reminder that, even when I’m not actually lying in a hospital bed, my illness is constantly there, threatening to disrupt my life.


From day one at university, I so desperately wanted to be known as ‘Tilly’, not ‘Tilly the patient’. Over the years, this has involved becoming an expert juggler. It has been impossible to hide my hospital stints but no one really knows the extent of what’s going on; the meds, the appointments, the equipment. Mum creeps through the quad in the dead of night to deliver my prescriptions, avoiding any prying eyes. Where most students’ cupboards are stuffed full of books, stationery and clothes, mine are bursting with medical equipment, pills and emergency protocols. I spend my life being ahead of the game, getting the work done immediately in case there is another disaster around the corner. I always have a list of excuses at my fingertips – ‘Oh, sorry, I already have plans tonight …’ – when really I’m rather tragically stuck in my room. No one knows I spend my evenings lying on my bed with a nebuliser (inhalation machine) strapped to my head to ease my gunky lungs. No one knows I sleep with my feet up in the air on five pillows, to stop the blood pooling in them at night. No one knows that if I were to climb the stairs every day, the pneumonias would spiral out of control. No one knows how bad things are getting.


Finn knows more than the rest but even he doesn’t see it all. I’m scared that if anyone really knows the truth, the façade will crumble and then I will crumble. Juggling is exhausting but this double life allows me a semblance of normality and I need to hold onto that to get through.


Today, as I attempt to scurry across the quad, I bump into my friend Pia. We’re both reading English and bonded in our first-ever class, when it became apparent that all the other students had a grasp of Latin tenses and we had none. This threw us both into full-on panic mode. We were certain Oxford had made some sort of mistake in choosing us and it was only a matter of time before they realised. So, we headed back to my room, put on the kettle, curled up in my bed and commiserated over many a cup of tea. From that moment on, we became inseparable, which makes trying to hide this whole hospital life even trickier.


‘Where are you off to?’ she asks.


‘Heading to the library,’ I lie.


‘OK. Will you be at dinner?’


Good question. That all depends how many patients are in the waiting room.


‘Planning to be,’ I smile.


I wave goodbye and then pause for a moment, waiting for her to turn the corner. I wish I was heading to the library. Instead, Mum is down the road, ready to drive me to my gastro appointment. This will be my fourth appointment of the week. This illness is now robbing me of so much time. My days are fractious; I end up trying to plan essays in the car and wade through reading lists in waiting rooms. My mind is constantly hopping. By the time I arrive back at university after each appointment, I’ve generally fitted in a whole day elsewhere. I’ll have planned beforehand, travelled to the hospital, sat in the waiting room, navigated the appointment, potentially had some tests, waited at pharmacy to collect prescriptions, discussed the appointment with Mum afterwards and, finally, travelled back. Meanwhile, my friends will have simply spent the afternoon in the library. I feel like I’m cramming in a second life alongside my degree.


‘It’s not fair,’ Mum says, leaning over to give me a hug as I sit down next to her ready for the 30-mile drive to a hospital we’ve never been to before.


I shake my head.


‘You should be out there with all of them.’ She points across the street.


It’s a bright and sunny November morning. I gaze up at the city’s ‘dreaming spires’ rising like a melody against the milky-blue sky. The street is bustling with students, some dawdling, others running, the cold air spiralling in a white mist in front of their faces. Tinny bells ring out as bikes swerve around the corners. The scene has an almost electric energy, so incongruent with where I’m headed.


‘I don’t want to go,’ I whisper. Even as I say it, I know I will go. I’ll go as many times as I need to, in order to get my life back.


‘I know it’s horrible, Tilly, but this could help them sort you.’


I frown and pull an annoyed face. Mum is the one person trying to help me, the only person really trying to crack this. More and more of her life is becoming devoted to days and nights spent online, researching my weird array of symptoms; and yet, in this moment she is the person that I’m annoyed with. The truth is there is no one to be annoyed with. That’s part of the problem. I want someone to blame.


I make a grumbling noise that translates to, ‘I hate that you are right,’ then look up at her and flicker a smile – a smile that says, ‘I love you.’ Deep down we both know that I’ll do anything to feel better. Mum leans over and squeezes my shoulder, before turning the ignition and beginning our fourth road trip of the week.


On arrival at the hospital, we circle the ugly grey building in the centre again and again. It quickly becomes clear that we are lost. By the cars filling the road and the people gathering at the various side doors, it seems we are not alone. The ‘Welcome’ sign is misleading. No one can work out how to get in. We find ourselves at a complete standstill in a traffic jam. Traffic jams are always annoying but this traffic jam happens to be blocking the entrance to A&E, so in addition is a sort of life/death barrier. Eventually, the driver in front has had enough. She pulls up onto the kerb and dumps her car on the grass verge. It turns out survival chances are greater if you walk to A&E.


We finally make it into the hospital and begin following the signs to gastroenterology – that is, until they disappear.


I collar a lady in blue scrubs walking towards us.


‘So sorry, we’re looking for the gastro clinic – would you know where that is?’


‘If I had a penny for every time I was asked that in this corridor … It was decorated last year,’ she adds, as if that somehow explains it.


I’m not sure what she’s getting at.


‘They forgot to put the signs back up.’


She kindly gestures for us to turn right, walk down another long corridor, take two floors up in the lift, walk across the bridge, ignore the second door on the left – which says ‘gastroenterology’ but is, naturally, orthopaedics – then walk through a set of heavy double doors.


‘There should be a reception desk right in front of you.’


‘Thank you so much, you’re a real lifesaver,’ I smile. Only now do I notice her badge. Turns out she is a lifesaver. Well, she would be. Instead, this surgeon is having to moonlight as a hospital satnav.


We arrive with just minutes to spare. A plastic whiteboard, etched with messy marker ink, reveals there are four doctors holding clinics today. I look around the room at my competitors. Ultimately, we all know that everyone wants to see Dr Shafiula, the consultant.


‘Tilly Rose.’ I hear my name being called.


I’m allocated ‘one of his team’.


Dr Aran begins by enquiring about my medical history, then tries to get a bit of a sense of ‘me’, asking whether I’m working or studying, before moving onto my symptoms. I’m now pretty familiar with this drill and always prepare for the appointments in the same way. I write out brief bullet points on my medical history and a concise list of symptoms and questions. I know appointments are short and how important it is to use time as efficiently as possible. There’s always so much information, it’s impossible to remember everything that’s said, so Mum and I always come armed with a notepad and pen to record any ideas or follow-up tests that are mentioned. That way we have a record to look back on afterwards.


‘Now, today I want to have a little chat about your diet,’ Dr Aran begins.


I smile at Mum. I’ve pre-empted this and already put together a list of all the diets I’ve tried. Over the last few years, we’ve delved into the ‘free-from’ life with vigour: sugar-free, dairy-free, gluten-free, lactose-free, high fibre, low fibre, low sodium. We are now converts to smoothie life too; from superfood berries to spinach and asparagus cleanses, dashes of chia seeds and sprinkles of turmeric, we’ve done it all. Though I did have to put my foot down when I found Mum peeling cloves of garlic. Some things should not be juiced.


Along the way, we have learned some key life lessons: everything tastes better with sugar (a sad truth); ‘rice cakes’ should be taken to court over false advertising (they in no way resemble cakes); and the ‘simple smoothie bowls’ in social-media photos are never simple (cue a trip to an independent wholefoods store to buy vanilla protein powder, cacao – not cocoa – nibs, arrowroot flour, steel-cut oats, fresh pesticide-free fruit and coconut water. Yes, you even have to buy the water).


‘Well, I know many patients think just a few cokes, chocolate bars and packets of crisps here and there won’t do any harm, but we can end up consuming a lot more than we think.’


‘I don’t eat any of that,’ I say.


I lift up my top to reveal my ginormous tummy ballooning against my skinny frame.


‘What is it?’ I ask.


I’d say I look about six months pregnant. If I put on a maternity dress and cupped my hand over it, I think I could persuade everyone to host me a baby shower.


‘We’re not entirely sure what’s going on here but we think that, ultimately, it’s best that you stop eating,’ Dr Aran says.


Have I heard him right? Dr Aran has presented this with the casualness of just asking me to cut back on a little chocolate.


‘No food at all?’


Feels like a bit of a leap. If your legs hurt, would the doctors say, ‘We’d suggest you just stop using them – please sit down from now on’?


‘Don’t worry, this liquid nutrition is just as good as food.’


He pulls out a white bottle, patterned with a garish purple design. Scrawled across the front is the line ‘For Medical Purposes Only’. He notes my expression.


‘Just as good … in a nutritional sense.’


He lifts up the bottle.


‘They do come in ten flavours. So, you could have vanilla for breakfast, strawberry for lunch and forest fruits for dinner.’ He pauses. ‘Hey, you could even add in a chocolate for pudding, Tilly.’


PATIENT SURVIVAL TIPS


• Never stop wishing when you blow out the candles on your birthday cake. Hope will get you through.


• Don’t underestimate the power of a good GP. They can be your best ally when things go wrong.


• Hospital car parks are a maze. Clinics often won’t just ‘squeeze you in’ if you’re late, even if it is because their car park is a joke. Be on time.


• Write lists before appointments. This is your one chance to ask those all-important questions.


• You may be a zebra but remember ‘rare’ does not mean impossible.
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