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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.
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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




1

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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