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introduction

Several years ago, when I first tried to write about chronic illness, 

I found myself suddenly lost, dredging down into an abyss; it 

seemed I had inadvertently travelled into a deep darkness, 

equipped with only a small headlamp. 

I’d been asked to speak about the cliffhanger moment in my 

life at a Women of Letters event, and I chose to write about my 

experience of illness, but as I wrote I found myself confronted 

with a surprising grief. I sat at the kitchen table and wrote, and 

cried, and clutched at my stomach. I hadn’t known it, but the 

grief had been waiting there patiently, ready to emerge fully 

grown as soon as even the smallest amount of attention was paid 

to it. Its energy surprised me. How close it was to the surface 

surprised me. It had been incubating for decades, ever since that 

first moment when I noticed blood pooling at the bottom of the 

toilet. I had to go over the letter again and again until I was able 

to get through it without crying.

Since even before I was f inally diagnosed with Crohn’s 

disease, my days had been full with illness: the drugs, the pain, the 

explanations, the working out how to keep going. To avoid choking 

on the enormity of dealing with the grief over my illness, I had 

broken it down into tiny pieces. As the saying goes, ‘there is only 

one way to eat an elephant: a bite at a time’. But by separating those 
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pieces from the whole, I had lost sight of the truth. This story had to 

be understood as one thing, to be strung together with a single thread. 

When you’re in the middle of dealing with a chronic illness, 

it is usually a series of days that run into weeks that run into 

months that soon you’re counting in years. It’s difficult to pull 

yourself out. When I did finally confront the story of my illness 

as a whole, sitting at the kitchen table that day, all I could see 

was how much I had lost. It undid me; I realised how profoundly 

I had been changed. The person I’d been before I got sick, and 

the person who I might have become, were both gone. And that 

feeling of loss, that grief that sat just beneath the surface, needed 

to find its way out of me. 

I had never imagined that I would write this book. Among 

many other reasons, I didn’t feel like I had much of a story to tell: 

when I was in my early twenties, I was diagnosed with a chronic 

disease, Crohn’s disease. It’s just a sentence really, but it’s also 

responsible for everything I currently am. In this book, I hope to 

somehow capture invisible chronic illness, even if my experience 

is just a small part of a much larger, amorphous thing. 

According to the Australian Institute of Health and Welfare, 

approximately 50 per cent of the Australian population reports 

having a chronic illness. The term ‘chronic illness’ encompasses 

illnesses as varied as asthma and cancer, Alzheimer’s disease and 

diabetes, chronic fatigue syndrome, HIV/AIDS and a broad 

range of mental health conditions. Sometimes they have visible 

symptoms; often they don’t. Sometimes they can be debilitating or 

even fatal; sometimes they can be managed with little disruption 

to daily existence. The only thing they really have in common is 

that they cannot be cured. They are illnesses for life.
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Of course, when we are talking about an experience that 

many people go through, there are no absolutes, but I’ve longed 

to explain my experience of chronic illness in all its kaleidoscopic 

glory ever since the day I was diagnosed. When a chronic illness is 

invisible, as mine is, it can affect your life in unique and complex 

ways. I wanted to stitch together the mundane story of day-to-

day sickness with the reality that illness was also grand and full of 

terror and wonder, and harboured some of the greatest and worst 

moments of my life. 

I also saw that same longing in other people – the desire to 

explain that this experience transcended the ‘normal’ experience 

of illness. I have spoken to virtual strangers about our shared 

experience of chronic illness and have ended up in the embrace 

that you can only share with someone who knows how it feels to 

live inside your skin. As people right across the invisible illness 

spectrum ref lected the experience that I’d had with Crohn’s 

disease, I began to understand that our stories were shared. 

Finding out that you’re not alone can itself be transformative. 

What was also resounding, and reflected by so many, was just how 

isolating invisible illness is. When you can’t see anyone else like 

you, it’s easy to believe that you might be the only one. 

Illness is like a natural disaster. In that way, it is simple, 

because you have little choice but to accept it. The only choice left 

to you is how to respond, and disaster becomes an opportunity. 

It demands that you move into the present and deal with 

it immediately. It forces you to look directly into it and into 

yourself, and to begin to know yourself as it reveals you: bare, 

naked and true. But the time comes when you must reckon with 

the damage. There is a moment when the eye of the storm has 
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passed and you creep out, blinking in the light, to assess just 

exactly what it has done. 

Though this book is primarily the story of my own illness, it 

also travels through the lives of many people who have shared their 

experiences with me. It is by travelling through all these memories 

and conversations, armed with my headlamp, that I have tried to tell 

the story of invisible chronic illness in all its colourful complexity. 

It also leans on the smart people who have spent careers thinking 

about what this means for us all. It’s also vital to note that I come 

to this experience of illness and hospitals with the privilege of my 

whiteness. I acknowledge that although I have attempted, I have a 

vastly limited ability to truly express or understand the difference of 

experience and discrimination that First Nations people or people 

from diverse cultural backgrounds have within our health system. 

There is no one story of illness, but there are threads that 

wind their way around all of us. They reveal that, in many ways, 

our illnesses are more alike than perhaps we might have known.

– 

I had almost finished writing this book when the world stopped, 

dead in its tracks. It felt like the stories that I had read about the 

people of Pompeii, who, suddenly and seemingly out of nowhere, 

had their entire town destroyed by a volcano eruption. Like a 

diary open to an unfinished final entry, they would be discovered 

centuries later, fossilised in place, their lives extinguished so fast 

they barely had time to move.

As so it was when the pandemic hit. Like the great WH Auden 

poem, ‘Funeral Blues’, it felt like the world, which had been in 
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a relentless fervour for so long, had f inally been put to sleep. 

The clocks stopped. The streets were emptied. All humanity was 

forced to face its mortality, and a deep, prolonged and gravely 

unsettling uncertainty.

The novel coronavirus, or COVID-19, shouldn’t have been 

unexpected, but it was. I remember speaking about it on my radio 

show, ABC Afternoons, when it first began. It was a question on 

our Friday afternoon quiz – a quirky bit of news that we didn’t 

quite know what to make of: ‘Which town in China has been 

hit by a virus?’ The answer was Wuhan, a town not many had 

heard of until a few weeks before. But it hadn’t yet dawned on us 

what was to come. 

In Australia, what tricked us at the start was that serious news 

events – the really bad things – were always happening to other 

people over on the other side of the world. Not to us. We have a 

convenient habit of ‘othering’ these sorts of experiences to protect 

ourselves. We imagine that these horrible ordeals could only 

happen very far away. Even though the numbers were starting to 

sound frightening, we couldn’t imagine that they could ever have 

anything to do with us. 

But soon, what had started as a third or fourth-tier news 

story became a shocking headline with the word ‘pandemic’. 

I remember I was getting ready for work when I first heard 

that word, and I stopped mid-thought. Pandemic, I mused, and 

kept brushing my hair, because I’d never heard the word used 

in this way. 

But ‘pandemic’ came to mean everything, a word so powerful 

that it shut us down. Slowly, the first signs of fear flashed across 

our cities. 
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What surprised me most of all was how the fear could be a 

greater threat than the pandemic itself. That we could be so alert to 

our danger that we became a danger to ourselves. At the time, I was 

catapulted into the same spectrum of fear and uncertainty as nearly 

everyone around me. If we no longer had a grip on the story, how 

might it end? We grabbed the toilet paper and the tins of tomatoes 

in a desperate attempt to control the uncertainty that had winded us. 

Soon it was the reason we could no longer touch our elderly parents, 

why our schools closed, why we had to stay inside our homes, why 

we longed to just bump up against each other on the train. 

But as we hunkered down in isolation, what became apparent 

to me was that this virus, and the way we responded to it, 

replicated the experience of having a chronic illness. For me it 

was like muscle memory, each stage mirroring the ones I had 

gone through when I first became unwell. It was deja vu, but this 

time, the experience was being shared by the world. 

People who have chronic illness have faced these challenges 

before: isolation, fear, panic buying(!), employment instability, 

mental health challenges, death, life being utterly transformed in 

the smallest fraction of time. When cities began to shut down, 

many people with chronic illness noted that their lives stayed 

much the same.

And just like the COVID-19 response, chronic illness is 

initially marked by a period where your normal life is suddenly 

and abruptly changed. You can’t do the things that you normally 

would – even small things like going to the gym – that make 

you feel like you. But what is surprising is that sometimes when 

everything is taken away, the real beauty of our world can appear. 

There is an opportunity to take a breath and slow down. 
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We were constantly being told that COVID-19 posed a 

greater risk for people with chronic illness, particularly those, 

like me, who are immunosuppressed. For many, it was a marked 

period of heightened anxiety: since many of our illnesses were 

hidden, so was our increased vulnerability. And while there was 

a sense that the world finally had some understanding of how it 

felt to be ill, there continued to be overwhelming challenges. 

People with disability and chronic illness began to report being 

left without some of the crucial support that they relied on to 

survive day to day. Not only was life-saving medication running 

low due to panic buying, but some support workers were unable 

to attend their regular appointments, and regular services all 

but disappeared. And during every report on a death, we were 

waiting to hear the words ‘underlying medical condition’. For 

those without chronic illness those words were a comfort. For us, 

they were the opposite. 

By the time you are reading this, you will know more about 

how this virus ultimately impacted the world than I do right 

now. We all will. The speed with which this is unfolding is one 

of its remarkable features. But already I have seen that fear, as 

it churned through our communities when this all began, has 

already morphed largely into compassion.

This crisis brought to life the chapters in this book in a way I 

hadn’t anticipated. The way the world has experienced COVID-

19 mirrors the way chronic illness impacts us at an individual 

level. And just like an illness, the virus could be responsible for 

some grand changes in our lives, and a deeper reflection on who 

we are and who we want to be.
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a storm brewing

For many people with chronic illness, their story starts long before 

the day it is diagnosed, and it can sometimes be hard to recall a 

time when they were healthy. It is a slow erosion. As simple things 

become just a little more difficult each day, and you slowly, slowly 

change your habits to maintain what feels like a normal life, it can 

be just a matter of weeks before something like eating very little 

can seem quite ordinary. 

Our capacity to adjust to our experience is both our greatest 

strength and our greatest weakness. 

–

My illness began at a time when I was surrounded by illness. 

It was the early nineties at the time of a recession in Australia, 

and as I worked my way through a media degree, I was living in 

run-down, broken houses that I shared with an ever-expanding 

group of friends. We moved around endlessly from one house 

to another. The houses we could afford were riddled with damp 

that ran across the chipped paint on the walls. Usually, the only 
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warmth came from a small heater in the lounge room, and so we 

would huddle around it and drink wine late into the night. 

It was a glorious time of true freedom: freedom from the types 

of responsibilities that come later in life, the types, I guess, that 

mean you are an adult. This was that precious moment before 

we were forced to acknowledge that we had to at least try to 

work within the system, because it became too tiring living on 

its fringes. It was a beautiful time of friendship. We looked the 

same. We dressed the same. We wore each other’s clothes. And 

we thought we only needed each other and believed that it would 

always be that way. We’d play Kate Bush and Leonard Cohen 

endlessly and go out to see The Meanies and the Cosmic Psychos 

in dingy pubs and push against each other at the front of the stage 

like we were kids wrestling on the grass. It was a joyous time of 

running full-pace at the wall just to make each other laugh. 

And it was intense. Dur ing a garbage str ike in our 

neighbourhood in the early 1990s, I was living in a tiny terrace 

in Richmond with a couple of friends. Garbage was bursting 

out of large green bags. It had been weeks, and the smell in the 

neighbourhood seemed to have fused with our clothing and was 

beginning to live on our skin. 

One of my good friends had a wild temper and was beginning 

to twitch; she began mouthing off about the mound of garbage 

that had been growing in our backyard. She was distracted by 

it. Obsessed. She became angry with us, as if we had somehow 

conspired to ensure the garbage would irritate her. 

I’m not entirely clear about what precipitated this exactly, 

but one evening when the rest of us were out, she grabbed the 

bags of rubbish we’d been stockpiling and threw them across our 
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lounge-room floor. Rubbish that had been growing increasingly 

rancid over the weeks was now hanging off our light fittings. It 

had landed on the couch, it was hidden behind the chairs, and 

soon it was ground into the already-deteriorating carpet. 

We found her breathless and wild-eyed, standing in the 

corner of the lounge room, tr iumphant, with no hint of 

remorse. And that image of her, heaving with victory, with 

banana peels hanging above her head, remains the lasting picture 

of what those years of living in share houses had been like. 

Wild, untamed living. 

—

When I met AJ, I was living in a tumble-down house on a small 

street that backed onto Molly Meldrum’s Egyptian-style mansion. 

Our backyard had been covered in cement, but underneath the 

house the grass was long and damp, and made it look like we 

were living on top of a dirty swamp. My housemates and I found 

some feral kittens hidden in that grass and rescued as many as we 

could. We kept one, who eventually revealed a split personality. 

When the moon was full, he would turn into a demon and we 

would need to vacate the main areas of the house as he prowled, 

hissing and scratching at the air like he was wrestling with an 

internal darkness. We called him Tiger for most of the month, 

but on these nights, we would huddle in our bedrooms speaking 

of George – the evil cat that controlled our home.

The house was on a street lined with old, tightly packed 

worker’s cottages, built at a time when they could not have 

imagined the types of tenants that would one day live there. It 
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was the street that inspired Frente’s ‘Accidentally Kelly Street’, 

and though we didn’t know the connection at the time, we 

lived that song’s sunny lyrics. We too had slow adventures that 

might take days to unravel. I would spend hours listening to 

Van Morrison’s Astral Weeks while I painted, carved wood and 

wrote stories.

I remember, with precise detail, the day that I met AJ. I was 

wearing blue jeans and a white top embroidered with flowers, and 

I’d borrowed my housemate’s brown boots. I’d plaited the sides 

of my hair and pulled them back. If I had known I was going to 

meet the man whose role in my life would become as big as the 

sky, I might have done more, but you don’t get much warning 

about these things.

I had been playing violin for years, and had done what any 

self-respecting violinist did in the nineties, which was play a 

couple of lead breaks in local bands – not well, but I’d had enough 

classical training to get away with bits and pieces here and there. 

That day, the drummer of the band, I would be playing for, gave 

me a lift to the venue in his old car. I had heard about AJ around 

the traps – everyone knew everyone – but we’d never met before.

I remember the trip in that little car that Saturday morning 

and the burst of freedom I felt driving out of the centre of the 

city. They say when you meet ‘the one’, you know. I did, even 

though at the time AJ was hiding underneath a large mop of hair. 

Something happened that day – we had found each other.

Nothing was said at the time, but I think it’s true to say that 

I loved him that day in the way I have always loved him. It felt 

like it was a love that had always existed, and that all we had to 

do was just stumble across it. For me, it didn’t need to be grown: 
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it was fully fledged from that first moment, and has been that way 

ever since.

That evening, when I got back home to the little house 

in Richmond, I sat outside in the concrete garden and had a 

premonition of us holding our first child. Absurd perhaps – I 

certainly kept it to myself for many years, and I don’t experience 

this type of thing very often. But it was as if I was watching it 

on a television screen. It added to my calm surety of what had 

happened that day.

In the beginning, the pure thrill of having found each other 

propelled AJ and me through our days. We could finally get to 

making all the plans that you might make when your team has 

been assembled. Our plans involved Valiants and long trips and 

caravans and making art together. But that prescience wasn’t there 

to tell me that we should also have been making plans for illness, 

and that illness would eclipse any other dream we were dreaming.

—

I began to feel regular tugs, groans and aches all over but I thought 

they were all part of how my body was supposed to feel. I imagined 

everyone felt like this – how was I to know they didn’t? They 

would pass soon enough, I thought, like a year of bad weather.

I don’t know when I started to ache every time I ate, followed 

by an unbearable pain pounding in my abdomen that could only 

be relieved once I’d found a toilet. I’m not sure whether the 

environment I was living in had any impact on my disease flaring 

up, but it certainly had an impact on how much emotional space I 

had to recognise and deal with my symptoms. If we ate anything it 
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was usually bad. We had a night we called ‘yellow food night’, where 

we would eat only yellow food: hot chips, potato cakes, battered fish. 

Soon my body seemed to know when food was near, and 

before I’d even eaten, it would become heavy and tired with 

the knowledge of what was coming. I would remove certain 

foods from my diet one by one, hoping the reaction might be 

isolated to that food alone, until there was virtually nothing left. 

Still, the pain progressed, becoming more severe, and my body’s 

reaction time to food shortened until I had immediate and severe 

abdominal cramping every time I ate. I loved eating, but it hurt 

too much. I made myself go hungry for long periods and tried to 

get through the days of terrible pain.

—

One morning, as sunlight fought through some tiny holes in 

my blinds and splintered the walls, I rolled over in bed and felt 

my face. It was stinging and sore. My abdomen dragged inside 

me like it was trying to exit my body. Then a strong, familiar 

stabbing pain hit me; I had to move quickly. It was even worse 

than usual. I swung my aching limbs out of bed and hobbled to 

the bathroom as fast as I could. Inside, the floor was dripping 

wet from my housemate’s morning shower, and I leaned over 

the toilet, crouching in the wet, and tried to vomit. This only 

happened sometimes, when the flare ups got really bad. I was as 

quiet as I could be. I didn’t want the rest of the house to know. 

My body heaved, every muscle straining as if it was trying to get 

rid of something. But there was nothing left inside me. My body 

was simply repelled by itself. 

20200810_UNSEEN_Final files for Sasha.indd   1420200810_UNSEEN_Final files for Sasha.indd   14 13/8/20   4:16 pm13/8/20   4:16 pm



15

unseen

Sickness was becoming so normal that I barely noticed it, 

or considered it noteworthy. I would hide the ache in my bones 

and ignore the fevers that would spike when I was run down. 

It wasn’t until I saw photos of myself later, eyes sunk into my 

head above black bags, that I realised how sick I must have been. 

Daily, I would push through a fatigue that hung heavy on every 

muscle, which made simple tasks feel like I was lifting a dead 

body around. It felt as if the air had been knocked out of me. I 

barely had energy to find the world amusing anymore.

I knew something was not right, but it was diff icult to 

talk about. My housemates and friends were all sick in some 

way: anorexia, drug dependence, depression, psychosis and 

schizophrenia. We were all struggling to function, trying to 

find ourselves. It’s strange to think about now, but that kind of 

sickness felt quite normal at the time. So for me, everyone else 

had real stuff happening to them, and my problems were small in 

comparison. Besides, I was getting used to feeling sick.

From appearances, nobody could have known that I was 

unwell – except, of course, for the moments when the sickness 

made its way to the surface and, like a storm, was seen as pain 

flashing across my face. Even looking at myself in the mirror 

didn’t reveal anything, because this change was cellular, buried 

underneath so many layers of me that it was entirely invisible.

We hear stories of how people ‘ just knew’ something was 

wrong. Or about wonder dogs that nuzzle a lump on a leg that 

turns out to be a cancerous growth. But most of us oscillate 

between believing that our sickness is the beginning of some 

fatal disease or playing it down as harmless. We make it fit the 

narrative that works at the time. That morning, though, as I 
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heaved in the bathroom trying to keep my pain quiet, I knew 

something would have to change. 

After years and years of negotiating the rules of the share-

house fridge, attending house meetings and managing the daily 

chaos of living with as many as five other people in their early 

twenties, it was time for me to move on. I was tired of moving to 

a new share-house every six months, and I was sure my lifestyle 

had contributed to the way I was feeling. Since leaving home 

I’d had forty housemates in ten or so houses, and a long series of 

adventures that were sometimes funny, sometimes frightening, 

but mostly always on the edge of chaos. It was time for me to 

grow up and take steps towards feeling better. It was obvious to 

AJ and me that we had to move in together. Maybe then we’d 

stay home more. Read more books. Eat better food.

—

There wasn’t a particular event that heralded a new version of my 

life where illness was all over me, but there was an undeniable 

shift. It was like a slight change in the weather, where the air 

goes cold and the ants hurry to safety. The pressure that had been 

building inside me finally broke, and the first big, fat raindrops 

fell to the ground. The storm was finally here. I was afraid, but 

beneath that fear was relief: no more waiting for the inevitable. 

AJ and I rented a little terrace in Collingwood where we 

lumped an enormous amount of our junk, both physical and 

emotional, into one of the extra rooms. Over the share-house 

years we had carried boxes and bags and books and pieces of 

paper around with us wherever we moved, not yet sure what 
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would end up being important. I had dropped my study load 

down to part-time and had found myself a casual job at the Age 

newspaper selling classified advertising to motoring enthusiasts. 

It was the first time I’d worked in an office, and I loved the thrill 

of putting a jacket on and pretending I was almost a legitimate 

person with a real job. I could still hide my illness well enough 

while I was there, pretending that it would soon resolve itself. 

AJ was slowly building a plan to open his own music studio, and 

like me, working a series of uninspiring jobs to help pay our rent. 

We shared our house with a sophisticated network of mice. We 

knew they were there because they became increasingly brazen, 

their trail of destruction more and more dramatic. I realised later 

that it must have been a sign of what was to come – they ate away 

at the very foundations of our home, and as much as we tried, we 

were unable to rid our lives of them. We were overrun. 

We lay awake listening to the night, to the mice and to the 

endless rumble of cars. Our pillows rested just below the cold 

glass of a low bedroom window, which opened onto the Eastern 

Freeway where traff ic f lowed twenty-four hours a day. The 

walls would rumble and the windows would shake. Friends who 

believed in that sort of stuff said that having our heads in that 

position was bad feng shui, as bad dreams could enter from the 

world outside. We should have listened.

Chopper Read had once lived on our street with his sister, 

and we were just down the road from the ex-girlfriend and baby 

of a famous Melbourne footballing identity. It was the perfect 

microcosm of a city that was full of these sorts of collisions. And 

among all of those disjointed images and juxtapositions, it was the 

street where, I think, my slow descent into illness truly began. 
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Though I had become increasingly aware that something was 

lurking inside me, I doubled my efforts to ignore it, practising 

mind over matter until the banging and grunting and thrashing 

just became too loud. Was I sick? Could I be? Like, in a real way? 

For AJ and me, life changed without much fanfare, but our 

relationship began to take a different shape. When we’d first met, 

we would talk endlessly about finding an old, run-down caravan 

to put on land somewhere, living there and watching as the world 

rolled around us. We would never settle, of course – we were 

too young and I was too restless to believe that – but the idea of 

setting sail together in our own ship would keep us talking into 

the early hours of the morning. ‘The Lolo Brothers’ was what 

we called ourselves, a team name that has stuck for twenty years. 

As the clouds gathered, we never discussed how our life 

together might have to change – it all happened too gradually. 

It was small things first, like how much energy I had. I started 

finding it hard to get through ordinary tasks. My fingers hurt and 

my muscles would ache. The fatigue made everything feel like I 

was moving through poured concrete. Worse, I could sense how 

tiring it was for AJ to be around someone who was always tired. 

Then larger things started happening, like not being able to 

move easily, and wanting to sit down all the time because it hurt 

to stand. I would need to be close to a toilet at all times because 

out of nowhere I would be hit with an urgent need to go. Pain 

vibrated out of me and I could see he felt it too: it was a shared 

pain that we hit back and forth, instinctively, trying to keep it 

from touching the ground.

This new emotional terrain was unlike anything we had 

encountered before. To begin with, we each retreated, me 
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grappling with having an illness that I couldn’t outrun, and him 

slowly working out how my sickness would affect his life, and 

what role he should play. And together, we were trying to work 

out how to live a vastly different life to the one we had assumed 

we’d be living. 

I stopped working at the Age – it was clear I needed to find 

something more f lexible. But that wasn’t as easy to do as I’d 

hoped. Work became tougher to find because I was increasingly 

unreliable, and we were constantly shifting small amounts of 

money from one glass jar to another to make sure we could pay 

the bills. Any ideas either of us might have had to begin a career 

and build a life were pushed down deep. The glass jars full of 

coins and IOU notes stuck around for many, many years to come.

Relationships often undergo shifts, a couple pulling in sails 

in order to navigate a choppy sea, but they may not always move 

as one. It felt as though we were both running around on the 

deck, yelling instructions to each other as the wind hit hard and 

we were blown off course. As described in the article ‘Quality 

of life: impact of chronic illness on the partner’, illness is often 

dealt with at different rates by each person, putting pressure on 

the partnership: ‘… when individuals experience a major change 

(e.g. in health state), their internal standards, their values or 

their conceptualisation of quality of life can alter with it. This 

adaptation is likely to occur in both patient and partner, but if it 

happens at different rates this can lead to a divergence in quality 

of life between them.’

For a long time, AJ and I were dealing with an event we 

weren’t even sure had happened. Our understanding of illness 

was something that would eventually be resolved, so to a point, 
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we were both just waiting for it to all go back to normal. But 

everything didn’t magically return to normal, and eventually I 

realised I had run out of tricks, or deferrals, or changes of subject. 

I couldn’t hide anymore. I had to see a doctor. AJ nodded when 

I told him, careful not to overstep the role that he had here, 

walking a tightrope between telling me what to do and showing 

compassion for what I was going through. It was a tightrope I 

watched with an eagle eye, expecting him to take a fall.

—

When I first began feeling sick, I’d kept it largely to myself. There 

was a chasm between what I needed and what I was able to access 

from the people around me. It felt like the more I needed help 

that I couldn’t ask for, the deeper the pit inside me became. But as 

the pain increased, I longed to talk about it with the people that 

I loved, and for them to help me put myself together again. By 

the time we had been living in Collingwood for a few months, 

I was desperate to have these kinds of conversations – I couldn’t 

think of anything else. 

At first, I was coy, and only half-tried to talk. I was worried 

that I wouldn’t be understood, and so I only shared small details 

with certain people to test the waters. Fundamentally, it was 

embarrassing. I was struggling to find the precise words to tell 

people what was happening; to give enough detail – but not too 

much – to convey what it had been like. 

But it soon dawned on me that it might not be possible to 

have my illness understood the way I needed it to be. Nobody 

could feel what I felt. I was in my own body, entirely separate 
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from everyone around me, and words were inadequate to explain 

what I was experiencing. It felt like there was no language that 

could convey how I felt, and I was utterly alone in my pain. I gave 

up for a time, because more painful than the solitary experience 

of illness was not having it understood. Not having the words to 

tell the people that I loved what it felt like to be in my own hell. 

Because I still had a niggling doubt. Maybe there were no words 

because it didn’t really exist. Maybe I was making too much of 

it. Maybe I wasn’t sick at all. Maybe I should have been dealing 

with it better than I was.

The invisibility of this illness meant that I often found myself 

alone, lost inside my body. To make sense of it, I would burrow 

deeper inside while the rest of the world moved further away. 

And so began a long period of strange disconnection from 

my friends, which I’m sure I was mostly responsible for and was 

aware of. Perhaps to look at us, you wouldn’t have guessed that 

there had been a distancing, and I would be surprised if any of 

my friends even noticed it, but I felt myself slowly drifting away 

as my life became increasingly different from theirs. When we 

spoke, I couldn’t see myself reflected in their stories anymore. The 

lightness with which they seemed to live, the wildness of being 

young, had become too difficult for me to understand. There 

were moments when I reached out to someone, tentatively, but I 

don’t think they saw it, or knew what I was asking – which was 

for them to hold onto me. 

So my little boat just drifted in this new current, unmoored 

from the world where I had once lived.
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