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			‘In Surviving Chronic Illness: Grace in the Flames, Steph Penny guides us through the choppy seas of chronic illness with the acuity of a seasoned sailor and the tenderness of a friend. Penny tells the story of her diagnosis with lupus and the constantly changing catalogue of symptoms, baring not only her body but her soul to the reader, offering us both her honest despair and genuine hope, painful doubt and joy-filled faith, plumbing the depths of her own experience in order to offer solidarity, companionship, and resources to her readers. This is one of the most generous books I’ve ever read.’

			Jessica Kantrowitz,
author of The Long Night, 
365 Days of Peace, and Open Things

			‘Dealing with chronic illness is A LOT and it’s such a personal journey.  This book presents that journey with an unexpected, but welcome, combination of humour, fact and faith. For anyone facing a difficult diagnosis or indeed on a challenging journey of self-discovery this book could be a welcome companion to let you know it can be OK despite the ups and downs.’

			Charlie Bishop,
Director of MRKH Connect

			‘As I read this book, I felt like I’d engaged in a chat with a close friend who understood my heart, my pain, my worries and my earnest prayers. This book says all the things I’ve at some point thought privately and not had the courage to say out loud. It feels personal and conversational in nature, filled with heartfelt words, honest thoughts, real feelings, and an array of day-to- day challenges that I have personally experienced in living with chronic illness. This hope-filled and uplifting book captures the essence of my personal struggles in dealing with chronic illness in a way that no other book I’ve read has.’

			Tamika Spaulding,
founder of His Herd Ministries, 
hospital chaplain and fellow chronic illness survivor

			‘A great read for a unique, raw and honest perspective on living with a chronic debilitating illness. Steph adds some quirky humor and practical tips for those living with constant pain.’

			Anders Halvorsen,
OAM recipient, 
5 decades of lived experience with paraplegia
(and seeing God’s blessing in the midst of it all)

			‘Hats off to Steph Penny for courageously persevering through her own pain and ill-health to produce this insightful and invaluable gem, Surviving Chronic Illness. With searing honesty, Steph tells it like it is for those suffering chronic illness and, in the process, gives them a voice we all need to hear. Yet she also reaches out to them with grace, understanding and compassion, sharing tested life strategies and encouraging them to see they are more than their illness. The quirky humour Steph employs throughout the book, combined with her clear, relaxed, inclusive writing style, serves to make a difficult topic much more reader-friendly, and her sincere determination to hold onto her faith in God, while still having so many unanswered questions, is both inspiring and challenging to us all.’

			Jo-Anne Berthelsen,
author and speaker, 
www.jo-anneberthelsen.com

			‘Surviving Chronic Illness: Grace in the Flames is a straight-talking, perspective shifting, posture of grace that is coated with the residue of Steph’s tenacity, endurance, and staying power. With her boldness, authentic faith, and vulnerability, Steph reflects God’s light and allows His love to shine through even in the darkest of places, as each page bears the mark of some hard-won wisdom that gives the reader a future and a hope. If you, or someone you know is struggling to find a sliver of beauty in the remnants of the ashes that chronic illness brings, this insightful book is the guide that will hold your hand and walk beside you through each and every challenge’

			Wendy Parker,
Theologian, author, 
and host of The Spacious Room podcast

			‘Surviving Chronic Illness is a book that will deeply resonate with anyone with long-term illness or their carers and friends. Relentlessly honest, it shatters apart the many ravaging lies told to those who suffer: that we must not have enough faith, that we should be more useful, that we are not ‘claiming’ our healing. There is great relief to be found in such authenticity and vulnerability. Rarely have I come across a book that digs so comprehensively and practically into every area that can affect the sick person, from loneliness to depression to how it is possible to keep worshipping God when life hurts. I found myself relaxing as Steph’s poetic words of truth and assurance swept over me and took me to new places of hope where there often seems none. I warmly recommend it to everyone.’

			Liz Carter,
author of Valuable

			‘Steph Penny’s latest book Surviving Chronic Illness grabbed me from the word go. The author possesses a unique writing style – one that captivates her readers immediately and makes them want to keep reading. Her humorous style of writing transforms what could at times be heavy reading into what’s delightful. As one who’s battled chronic illness myself, I found it heartening to read her honest accounts of the struggles and challenges she faced. Christians can often feel judged when chronically ill, so what the author shares about grappling with the difficulties of faith and illness is especially encouraging. The author has a beautiful command of the language and she crafts each sentence with her unique quirky style, creating a very readable book. It’s a book I highly recommend.’

			Anusha Atukorala,
writer

			‘With regular doses of silliness, satire, pastoral sensitivity and brutal honesty, Steph Penny speaks grace to those of us affected by chronic illness. In one breath, she lampoons her condition to make us laugh, and in the next she somehow normalises and creates space for the depression, grief, and trauma that often comes with living with chronic illness. Her account of her own lived experience helps give voice to the relentlessness many of us feel, asking God ‘Why haven’t you healed me yet?’, while showing us that meaning can still show up in tension with that mystery. As a health and pastoral professional, I think this is an incredible resource and invaluable guide to a world half our population inhabits. As a fellow “survivor”, I feel deeply seen, valued, and loved.’

			Krystyna Kidson,
Resident Psychologist for the 
Baptist Association of NSW & ACT Churches

			‘Part pep-talk, part resource, part best friend lifting my chin to remember God’s unceasing care, Surviving Chronis Illness is honest and real. Steph Penny navigates the unpredictable life of ongoing illness with authenticity and deep faith, inspiring readers in similar situations – or those who care for them – to lean on Christ with similar grit and grace.’

			Penny Reeve,
award-winning author, speaker and 
creator of Dig-In Discipleship Bible studies

			‘Steph doesn’t dish out easy answers in this book - because there are none. But she does ask the hard questions with honesty, grace and humour - some gentle, some sharp. If you live with chronic illness, it will help you feel heard and validated. If you don’t, it will open your eyes and your heart in ways that may well be life changing.’

			Carolyn Bourke,
chaplain and writer

			‘Some books change you deep inside. This one had a profound, healing impact on me. As someone living with complex chronic illness, Steph’s welcome and understanding leapt off the pages, reminding me I am seen. She shares her own story in an inspiring, captivating way without downplaying, minimising or over-spiritualising her experience. She took me on a journey I had been afraid to take alone. Through the pages, I faced my fears, my grief and my illnesses head-on as I connected with her raw honesty. I found company and grace. I felt the arms of Jesus lifting me and reassuring me I’m safe even in my questions, in the not-knowing. I found myself laughing out loud at Steph’s fun humour and personality and weeping with both relief and joy as I connected with her words and God’s heart. I would love everyone to read this book, not just those with a chronic illness. It will open your eyes and offer beautiful, life-giving grace and hope. It is a gift from God.’

			Jenny Glazebrook,
author, speaker and chaplain

			‘Steph takes readers on a no-holds-barred journey into the dark depths of chronic illness and up again into a life of determined joy. Her story is gritty, humorous, and above all, genuine. Throughout it her love for God shines brightly, even as she wrestles with her faith. The hope she offers is never trite, never easy, but it is worth it.’

			Emily J. Maurits,
author of Two Sisters and a Brain Tumour, 
founder of Called to Watch—a resource ministry for 
friends and family of those living with chronic illness 
www.calledtowatch.com

			‘I’m so glad Steph wrote this book! I believe her raw authenticity and insights into how her life has been challenged by living with chronic pain and illness will bring practical help to others, and will help them feel understood and validated so that they know that they are not alone. I love the honesty, courage and great humour Steph brings to this topic. As someone who’s been through my seasons of suffering and supported others in their struggles, I find this book resonates with me and is a great read. I pray this book will help Christ’s followers better understand, care for, and love one another in suffering, grief, and deep pain.’

			Jill Bell,
Senior Minister C3 church
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			Through many dangers, toils and snares
I have already come
Tis grace that brought me safe thus far
And grace will lead me home.

			John Newton, Amazing Grace1
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			Section One: 
Striking the Match

			

			I am in a dark cave. I can’t see a thing. I have no flashlight, no candle, not even a match.

			There is a musty smell and the sound of dripping water coming from somewhere. It echoes in the space. I do not know how to get out.

			I am searching, my hands outstretched before me, my feet shuffling through the dirt. I sense there is something here in the cave, waiting to be found. I do not know what it is; it might be treasure; it might be danger. But there is something here.

			So I search in the dark, trying to make out the shape of things with my fingertips, trying to discover that which awaits me.

			

			Introduction

			My Story, the Springboard for this Book
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			I was fourteen years old when the pain started.

			The saga began on the school bus. We were trundling down the highway, heading for home. The bus had emptied along the way but there were still a few kids littered about, talking, laughing, gossiping. I was sitting alone, sweating through my uniform, one of those blue-checkered crimes against humanity.

			The bus was loud, bumpy and outrageously hot. The stench of petrol filled the back of the bus, where I sat in perspiration paradise. My primary mission was to get as many of the windows open as possible, as soon as the other kids vacated their seats. Each departure granted me access to the wonderful world of ventilation.

			Air: that was my chief worry.

			I squirmed in my seat, pulling down my dress as far as I could to minimise the effect of sweaty-legs-sticking-to-the-vinyl syndrome. That’s when it happened for the first time. I felt a sharp, stabbing sensation in my back.

			I didn’t know it then, but my back was in bad shape. One of my legs was shorter than the other which tilted my hips, causing my spine to grow twisted. My back was always going to end up curved. It was only a matter of time.

			My pain-free days were officially over.

			The dominant story

			I suffered from terminal outsiderness as a teenager. I never fitted in anywhere. Being diagnosed with scoliosis (curvature of the spine) did nothing to help my spectacular unpopularity. No one else suffered from health issues. Even one of my friends who had previously lived with epilepsy had been healed by God.

			My friends had ‘normal’ interests like boyfriends. (My first boyfriend was at the ripe old age of twenty-three.) Or they were into the latest pop-song lyrics. (Which I could not memorise to save my life.) Or they dabbled in ouija boards. (Anyone else raised in a strict Christian household?)

			I felt slightly less leper-like at church, and there was less let’s-get-drunk talk, but still, there was no one there with health issues. The only people with bad backs were older people, like in their forties (no hard feelings, I am now in my forties, OK?) so I had no one to talk to about pain or health problems.

			If the dominant story among my peers was boyfriends and alcohol, I was definitely a carrier of the alternative pain story. But it soon became my personal dominant story.

			Is this normal?

			In my twenties I developed other health worries, such as constant fatigue. It was always present. I reasoned this was an effect of full-time work. After all, everyone works full-time, and everyone is tired, aren’t they? This is normal.

			But the fatigue persisted. Every weekend was a desperate attempt to recuperate before Monday morning rushed upon me and the exhaustion started all over again. It didn’t get better, no matter what I did. I took days off. I slept in. I went on long holidays. Nothing helped. It finally dawned on me after a few years (I’m a slow learner) that this was serious.

			So I told my doctor. He said, ‘You’re too stressed. You need to take more time off. When was the last time you had a holiday?’

			‘I just got back from one months’ holiday.’

			He said nothing. But something clicked in my brain. Wow, I thought. I have just been on a long holiday, yet I feel no better. Is this normal?
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			I experimented with part-time hours which made a huge difference to my mental health and wellbeing, but also to my pay packet. I was single, living alone in Sydney. I simply could not afford to live on part-time pay. I spent half my time worrying about whether I could afford to eat. To cut a long story short (too late for that), part-time work was great for my health but financially unsustainable.

			I returned to full-time—and exhaustion.

			The plot thickens

			At twenty-five I developed vocal problems. Ah, I thought, I know what this is. I’m a singer. This has to be vocal nodules—callouses on the vocal chords caused by vocal overuse or abuse. That was what the rational, reasonable part of my brain said.

			The other part of my brain started screaming.

			Every singer has nightmares about the dreaded nodules. They are discussed in hushed tones and accompanied by rapid signs of the cross. OK, I’m exaggerating, but many singers live in genuine fear of this harrowing fate. I can readily list famous singers who developed nodules and lost their amazing voices forever, either through surgery or by virtue of stubborn nodules that never healed. Nodules can feel like a death sentence for the singer.

			I got mine checked with alacrity. I saw an Ear, Nose and Throat (ENT) specialist who squirted anaesthetic up my nose and stuck a long cord up my nose and down my throat. The cord had a tiny camera at the end so they could see my vocal chords.

			It’s as fun as it sounds.

			He confirmed my self-diagnosis. I had singer’s nodules. He referred me for speech therapy, the gold standard treatment for vocal nodules. He reassured me I could get better if I followed the therapist’s prescribed exercises.

			I had speech therapy for a year. If you have not had the pleasure of doing speech therapy for nodules, allow me to clue you in. First, they forbid you to sing. The rationale is: you have developed nodules because of bad singing technique, therefore you have to stop singing and get the bad technique corrected. Telling a singer to stop singing is like inviting a fish to live on land for a while. Nevertheless, I complied. They also give you a bunch of singing and breathing exercises that must be done three times a day, religiously, or you will never get better. I complied. Religiously. I was committed. I was motivated. I was their star patient.

			After several months of treatment with no sign of improvement, I complained to my speech therapist. Even though I was highly motivated, I was becoming dejected at my lack of progress. ‘Think about it this way,’ she urged, ‘you have been singing this way for a long time. You might have had these nodules for a long time. It is going to take them a long time to heal.’

			OK, I thought. Suck it up, princess. Keep going.

			On and on we went for a year. I kept raising the subject of my lack of progress. ‘Remember how long you have had these nodules,’ she would remind me. After a very long time, my voice gradually began to show improvement. But it was several years before I felt truly back to normal.

			Meanwhile, the fatigue soared to new heights. Seriously, there were days when all I wanted was to put my head on my desk and sleep. Once again, I raised the subject with various doctors.

			‘You’re stressed,’ they advised.

			‘You have a weak spot,’ they suggested.

			‘You have a virus,’ they hazarded.

			Apparently I had a non-stop parade of viruses marching through my system, each piggybacking on the last one.

			Then the nodules came back.

			The penny drops

			I turned thirty-one and developed vocal nodules again. Same symptoms, same devastation. I went to a different speech therapist. I stopped singing completely. I commenced rigorous and enthusiastic vocal exercises. The speech therapist guaranteed improvement within a few weeks.

			She was wrong.

			The not-singing, combined with the complete absence of promised healing, was killing me. I had been singing all my life. If I could not sing, what was the point of living? It might sound silly to you. But imagine a dancer without legs. A painter without brushes. A guitar without strings. The prospect of a life without singing was pointless to me. Purposeless. Meaningless. I began thinking about ending my life. (FYI I didn’t act on it or anything, but I felt hopeless, like I was never going to get better.)

			Through tears and gritted teeth, I did those blessed exercises three times a day. Then I went back to the speech therapist and burst into tears.

			‘I’m doing all the exercises,’ I wailed, ‘and I’m on complete vocal rest, and there is no change. I can’t go on like this. Help me!’

			She was baffled. I was way past baffled. I was at the end of my rope.

			Then she did the best thing. She didn’t tell me to work harder. She didn’t say she didn’t believe me. She didn’t tell me it will take a while. She sat back in her chair and thought. We sat there, gazing at the space between us, me hoping against hope she would have an answer. After several minutes, she took a breath. ‘I wonder if we’re missing something.’

			My ears pricked up. ‘Like what?’

			‘Well, we’ve been assuming these are vocal nodules. But maybe they’re not. Maybe they’re a cyst or something.’

			‘Oh…and a cyst would not respond to speech therapy, I’m guessing?’

			

			‘Correct.’

			She sent me to her ENT colleague and they shoved the lovely camera up my nose and down my throat again. There I was, mouth open, trying not to gag on the camera, while my speech therapist and ENT watched a little screen on the other side of the room. They asked me to sing, and I gave them a stunning rendition of Fever. They made interesting noises. Then they started talking animatedly. I caught little grabs of their conversation: ‘There, do you see it?’...’Oh, yeah’…’I think’…’No, you’re right…’

			‘Excuse me,’ I sang out, ‘Any chance of filling me in?’

			They turned. ‘First of all,’ said my speechie, ‘Your singing technique is perfect. There is absolutely no reason for you to continue vocal rest.’

			My heart leaped. ‘So I can sing again?’

			‘Absolutely. Your singing is not the cause of the problem.’

			The weight of the world lifted from my shoulders.

			The ENT took over. ‘Have you ever been diagnosed with an autoimmune disease?’

			That one took me by surprise. ‘Um, no. Why?’

			He showed me the screen. ‘You have something called bamboo nodules,’ he said. ‘They’re different from normal vocal nodules. Normal nodules have symmetrical callouses, one on each side of the vocal folds. When you speak or sing, the vocal folds try to close, but they can’t close completely because the callouses meet in the middle.’ I nodded. I was familiar with the physiology of nodules.

			He pointed to my right vocal chord on the screen. ‘See how there is one nodule here, and then another one above it? That’s bamboo nodules. They look like nodes on a stick of bamboo, and they aren’t caused by bad singing technique.’

			I let this sink in. I have bamboo nodules. I can sing again. My technique is perfect. I can sing again. Wait, what causes bamboo nodules? I said this last bit out loud.

			‘They are very rare,’ mused the ENT. ‘In my twenty years of practice, I have seen four or five cases of bamboo nodules. And they are always caused by autoimmune disease.’

			The penny dropped.

			What now?

			From there I went to see the vampire—I mean, immunologist—who took more blood out of me than I knew I had. He ran every test known to humankind. He was unwilling to diagnose me with anything, even though some bloods came back positive.

			My husband and I did our own research. We thought lupus was a likely culprit, but without an official diagnosis, our theory was useful only to ourselves. Then I did what every person with chronic illness should do.

			Get. A. Second. Opinion.
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			My second immunologist reviewed my file, ran some repeat tests, and diagnosed me with lupus. That diagnosis has since been confirmed by a rheumatologist.

			Right. Got a diagnosis. Only took me eight years. Now what?

			

			My immunologist gently broke the news that while lupus is not fatal, there is no cure and no treatment. You just ‘manage’ it, meaning that when you’re tired, you rest, when you’re in pain, you take painkillers, and when something new emerges, you go back to your immunologist.

			Great plan.

			Since then, I have researched this shapeshifting disease and found there is precious little information about its cause. Glandular fever is a known factor, which I have had. Women are more susceptible. Tick. One lesser-known theory concerns Adverse Childhood Experiences (ACEs) and their links to adult health outcomes, including lupus and other autoimmune conditions (see How Childhood Trauma Affects Health Across a Lifetime2). But it’s hard to draw a direct link between childhood trauma and lupus.

			Lupus is autoimmune, meaning the immune system has crossed wires. It misreads signals in the body and attacks healthy cells, like a police officer going rogue and shooting civilians. Lupus can attack any organ in the body at any time: heart, lungs, liver, kidneys, brain, bones, skin, blood and guts. It’s a pick-and-mix disease, and it’s completely unpredictable. That’s why no two cases of lupus are alike.

			There are certain medications frequently used by those living with lupus, but those medications are only good for certain symptoms. Most hard-core medications like immunosuppressants have devastating side effects, including mood swings, significant weight gain and psychosis. Anyone want psychosis? Um—no thanks. How about chemo? Or steroids? Yikes. For example, the only way to cure bamboo nodules is to inject steroids directly into the vocal folds. *Mentally runs into the distance, screaming*

			

			I try to manage my symptoms as best I can. But how can I ‘manage’ fatigue? Have a lie-down every time I feel weak, which is all the time? I have to drag my carcass through the day, desperately trying to focus, peering at my computer through brain fog, attempting to string sentences together while resisting the urge to become an instantaneous caffeine addict.

			Many symptoms cannot be ‘managed’. I endure them. I survive. On a bad day, I am not living my #bestlife. I am trying to hold my eyelids open. I am trying to get up from my chair without hollering in pain. I am trying to walk without bumping into walls. I am pacing myself, knowing once I am out of energy, that’s it. There is no getting that energy back. How do you pace yourself in survival mode?

			Read on for half-formed answers to this and other questions.

			No panacea

			I have accepted, for the most part, my illness is chronic and has no specific cure. There is no panacea (apart from chocolate) for pain or fatigue or a dysfunctional immune system. This does not make it easier. I struggle on a daily basis. And even though I have good days and beautiful friends and loved ones, and even though my gratitude cup is overflowing, chronic illness sucks. It just does.

			I have struggled to find books on chronic illness. Some books on cancer survival are inspiring, yet I find them oddly unsatisfying. What about illnesses that never go into remission? What about illness that make your life miserable without killing you? What about unabating pain and slow, agonising, lifelong deterioration? These questions deserve answers. Hence I am writing my own experience of chronic illness, hoping it will help others like me. Every flare adds fuel to my writing fire. You could say it inspires me.

			

			I am not the only one living in pain without a panacea. Others are surviving illness like me. Perhaps you live with chronic illness, pain, fatigue, disability or mental distress. Welcome. Perhaps you, like me, have struggled to find answers and meaning in illness. Welcome to you. Perhaps you have been impacted mentally and emotionally by long-term illness. You are welcome here. And perhaps your faith has suffered because of sickness. A very special welcome to you.

			As we walk through these pages, let us be here for each other. Let us hold our collective faith, optimism, despair and terror.
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			There is no one-size-fits-all solution within these pages. (Sorry to disappoint.) I will not provide answers because I do not have any. I will simply articulate my lived experience in the context of my Christian faith. I will share what has helped. I will give suggestions to carers, family, friends and loved ones. I will ask the too-hard questions and grapple with mysteries.

			I invite you to join me in the asking and grappling. Hopefully we will find good things to hold on to, like in an Easter egg hunt. Who knows what cool eggs we might find. And we will try to follow God in spite of—and because of—inordinate suffering.

			If you’re already feeling faint at this prospect, now might be a good time to fortify yourself with chocolate. But seriously, please do look after yourself as you move through this book. Illness is relentless and tiring, and you might feel tired reading about it. I certainly found it draining to write about it! So pace yourself, take breaks, read a little at a time. Breathe. Indulge in self-care. There are reflection spots at the end of each chapter; I encourage you to check-in with yourself to see what is surfacing or standing out as you read.

			

			I am standing waist-deep in open water. I can feel the bottom beneath my feet, particles of sand curling between my toes.

			It is twilight; I cannot see far ahead. He is there, standing in the deeper water, silhouetted against the setting sun. He holds out his hand to me. I take it and he grasps me firmly; he will not let go. 

			He wades out further into the water and our arms stretch taut, his hand gently tugging mine. I feel a moment of panic. Where is he taking me? How deep is the water? What if I cannot touch the bottom? 

			He answers my silent questions with a tug of the hand, and I follow. I am willing. I will follow him anywhere. I just do not know where that will be.

			

			1 
Knowing Me, Knowing Lupus

			Living in Lockdown
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			I had a heart attack.

			OK, it wasn’t really a heart attack. But it sure felt like one.

			When the pain first started I took pills and tried lying down but the pain immediately got worse. I got up again. Even as I sat there, arms wrapped around my knees, hoping the painkillers would kick in, the task of breathing became steadily more difficult. My husband hovered nearby, concern written all over him.

			‘I’m taking you to hospital,’ he finally said.

			‘It’s just muscular,’ I countered. ‘I’ve taken pills for it.’

			‘OK, but if you’re not feeling better in twenty minutes, I’m taking you in.’

			‘But why?’ I said, playing the role of difficult patient beautifully.

			

			‘Because it could be your heart.’

			I hadn’t thought of that.

			Twenty minutes later I reluctantly conceded defeat and we went to hospital. By the time we walked into the Emergency Department (ED), I was struggling for breath. It felt like someone had laid a slab of concrete across my chest. When they admitted me, I was hardly breathing. I was vomiting green. I could hardly speak. I was fighting for air.

			They didn’t know what was wrong. They gave me pills which my stomach promptly rejected. They grabbed a giant syringe and filled it with morphine. ‘This can make some people feel nauseous,’ they warned me, as I vomited yet again. ‘Don’t care,’ I gasped, heroically resisting the urge to grab the needle and do the job myself. As the needle found its way home, the pain finally began to ease. Relief flooded my body as I sank back into my chair.

			They got me a bed on the cardio ward with three other patients who were several decades older than me, all awaiting major heart surgery. I felt like a fraud. What’s a thirtysomething doing on the cardio ward? I experimented with the mammoth task of getting out of bed, but I vomited. I contented myself with the more achievable jobs of sleeping and breathing.

			The next afternoon my family visited. They prayed for me and the pain receded. It actually lessened as the prayers were spoken. I was already breathing easier. It was not completely gone but noticeably better. It was like God had joined me in that hospital bed and given me a helping hand.

			The hospital never worked out what was wrong with me. In the end they diagnosed me with ‘atypical chest pain’, code for ‘we have no idea’. I saw a specialist soon afterwards who said the most likely diagnosis was pericarditis—inflammation of the lining around the heart. No wonder it felt like a heart attack. I have not had pericarditis since, but I learned pericarditis is one of the signs of lupus. Apparently I had been living with it without knowing it. Knowing about lupus helps.

			Pericarditis gave a much-needed diagnosis, and a moment in time to witness God’s grace when he joined me in that hospital bed and helped me breathe a little easier.

			The great chameleon
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			Lupus has been called the ‘great chameleon’ or ‘great imitator’ because it mimics other diseases. Take pericarditis, for example. It mimicked a heart attack. The bamboo nodules masqueraded as normal singer’s nodules. Even joint pain can mimic other joint issues.

			This raises a pertinent question. How do I tell which is which? How do I know if my headache is just a headache or something more serious? In my lived experience, I have had the following causes of headaches:

			

			
					Dehydration;

					Migraine;

					Gastro or food poisoning;

					Muscular tension;

					Lupus flare;

					Mal De Debarquement syndrome (chronic dizziness);

					Sleep deprivation;

					Pericarditis;

					Inappropriate Sinus Tachycardia (racing heart); and

					Temporomandibular Joint (TMJ) Disorder.

			

			This causes problems when doctors ask me what is going on. I often don’t have an answer. In addition to lupus, I live with endometriosis, scoliosis, vasculitis (inflammation of the blood vessels), osteoporosis, a temporomandibular joint (TMJ) disorder, a balance disorder, a swallowing disorder, neuropathy and undiagnosed adrenal and respiratory issues. Plus the occasional migraine. And they feed into one another, less like separate countries and more like warring tribes in one district. Every action of one tribe adversely affects every other tribe.

			Lupus introduces a wildcard factor in any investigation. When I first saw my cardiologist, she said, ‘You don’t have any cardiac risk factors, but you do have lupus. So we should run all the tests anyway.’ Doctors find my illness just as perplexing as me.

			Being immunocompromised, I live with constant risk factors. (It made life fun when COVID-19 broke out.) I am only one virus away from complete disablement, one slip from a fracture, one COVID-19 contact from hospitalisation. I still wear masks everywhere even though it is not mandatory, because I am susceptible to every bug doing the rounds. I am not ruled by risk, but there are precautions I need to take.

			Treatment is complex and sometimes pure guesswork. (So complex it gets its own chapter.) I often do not know what a thing is until I try medication, and if it helps, it confirms the diagnosis. This is life with the great chameleon: treatment often precedes diagnosis, not the other way around.

			Some complex illnesses like lupus only get diagnosed when everything else has been ruled out. They call it a diagnosis of exclusion or elimination. Given they don’t know about lupus causes, I don’t know whether I caused it—and whether I am still inadvertently contributing to it!
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			With most illnesses, you get sick then make a full recovery. But chronic illness is not just another species of sickness; it’s a different planet entirely. Society, like an alien race, struggles to grasp that. They don’t comprehend ‘chronic’, and they can’t fathom ‘untreatable’. Most times, when you’re sick, the doctor provides an answer and prescribes a particular pill or treatment regime. Unfortunately, most autoimmune diseases, like naughty children, refuse to fall in line. Lupus is a changeable kind of naughty child, requiring constant quick-footing and rethinking, a never-ending game of improvisation.

			One thing that helps with the chameleon is proactivity. If my symptoms change, I see my doctor. If I develop new symptoms, even if only mild or nuisancesome, I tell them. I do this because I view my doctors less as gurus and more as fellow detectives in my crime-solving-esque investigation into lupus. Doctors don’t know everything. Medical degrees do not necessarily give another human being better insight into my body than me. (Although living in my body does not necessarily make me an expert, either. I misread my body’s signals all the time. Apparently I missed the webinar on ‘How To Develop Your Illness Intuition’.)

			There is more mystery in the world of medicine than we like to admit. This gives me both hope and despair. It means there are things in God’s universe we are yet to discover. It also means that sometimes, despite my best efforts, I will not get answers. While that can be depressing and frustrating, there is a quiet place in my heart that simply bows her head to God and worships.

			If we’re not careful, our entire world can come to revolve around illness. Living with illness encourages a peculiar form of ‘self-policing’. Doctors frequently ask me to describe my symptoms, so I pay attention to them. But my attention can get wrapped up in my illness, every waking moment preoccupied with what the symptoms are doing today. This feeds my dominant story of illness. Not to mention my anxiety.

			Sometimes lupus is a mere nuisance, smouldering quietly, giving me, say, split nails that catch on everything. Other times it is completely disabling, flaring into wildfire, rendering me housebound. Living with lupus can be a lot like living in a COVID-19 lockdown: you can’t go anywhere or do things you want to do.

			If I had the chance to walk away, I would.

			Rarity

			Lupus is a rare disease. Less than 0.1% of the population has lupus3. While lupies can live rich, full lives, it can flare at any time and the consequences can be degenerative and even fatal.

			When I tell someone about lupus I include a full description, otherwise they have no idea what it means. This is the trouble with rare disease. Mention the flu and people instantly know what you are talking about. When I fractured my shoulder, everyone instantly understood the diagnosis. Even pericarditis, less common, is relatively easy to explain. But how do you describe lupus? There’s no reference point for a completely insane disease that hijacks your life without warning, attacks random organs and saps your will to live.

			Some people have a comparison: ‘Oh, my cousin had lupus.’ But my brand of lupus might be different from what your cousin had, because no two versions of lupus are alike. And if you’re unlucky like me, your first symptom is so rare it takes years to correctly diagnose.

			On the TV show Scrubs, the character J.D. has a ‘Zebra’ moment, the doctorly urge to diagnose exotic diseases instead of ordinary ones presenting with unusual symptoms—akin to hearing hoof falls and thinking, ‘Zebra’ instead of ‘Horse’. J.D. is instructed to instead look for the simplest medical explanation. But for me, and anyone with autoimmune disease, we are zebras. Some of us might be even rarer than that: our doctors should be thinking, ‘Unicorn!’
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			Being a zebra (or unicorn) makes it hard to get the right diagnosis and treatment. It’s hard to talk to friends and family. I spend entire conversations explaining lupus. I don’t want to be pitied, but I also don’t want to be misunderstood.

			There’s one more thing rarity does. Now this might sound strange to you, or even totally wrong. All I can say is you may not understand unless you live with rare disease. But I get so sick of living with lupus that some days I would rather have cancer. In saying this, I don’t want to diminish anyone’s experience of cancer. I certainly don’t want to minimise how cancer can force one to face their mortality, something I have not yet done. I don’t have a death wish either. Every illness has its challenges and cancer is certainly nothing to sneeze at.

			At the same time, cancer is common and therefore widely understood. Everyone has been touched by cancer, either firsthand or through witnessing a loved one’s experience. Cancer has a known cause with a clear trajectory. Prognosis, while sometimes hard to pin down, has general parameters. I desperately want an illness with a plan. (My current treatment plan is ‘Ring me if you need to’.) I want something clear-cut and easy to explain and understand. Lupus ain’t it.

			I am not alone in feeling this way. The below article compares chronic illness to cancer:

			Rachel was diagnosed as a teenager with myalgic encephalomyelitis, or ME, which you might know as chronic fatigue syndrome. At the time, her doctor said that she’d rather be diagnosed with a treatable cancer than with ME. And if you don’t know much about chronic illness, that might seem incredibly inflammatory. Cancer is serious, and we all know it. But chronic illness is serious too…Rachel told me she felt validated to have her illness taken seriously. And she felt like her doctor was being honest about how difficult life with chronic illness can be, even if it’s not life-threatening. Many chronic illnesses are unlikely to take your life but incredibly likely to take you away from the life you love.4
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			Lupus can be just as life-changing as fatal illness. It may not take your life, but it may take the life you love.

			Randomness

			Like Jonathan Larson in Tick, Tick…Boom!, I am waiting for a time bomb to go off.

			Because lupus is a fluctuating disease, I can regress into a non-coping, non-functioning, pain-overloaded state quite rapidly. At worst, my illness has taken me from ‘Normal’ to ‘Call an ambulance’ in the space of an hour. I don’t care how resilient you are, that randomness is frightening.

			It can happen anywhere and with no apparent trigger. It can happen when I lie down. It can happen after showering. It can happen before or after eating. I have no control. It’s maddening.

			It has struck at work. That’s pretty embarrassing. Imagine going to your boss, clutching your chest, casually mentioning you need to call an ambulance. It’s not my favourite look.

			Once I was at an appointment and I came over feeling awful. I could hardly walk straight. There I was, having a nice, sunny Saturday, feeling as though I was about to faint. I cancelled my plans. When I got home, I collapsed on the couch and didn’t move for eight hours—and felt no better at all. That’s right. No progressive story. I rested yet did not recuperate.

			This is how random lupus can be. It’s quite rude and inconsiderate, really. Given how impossible it is to predict its movements, it is impossible to plan for things. If I knew a flare was coming, I could plan to rest, or at least clear my calendar. But lupus does not send me calendar invites. I am living in an unreliable, unpredictable, uncooperative body that simply will not do what I want it to do. It is the uncommunicative roommate, messy, violent, impossible, constantly pulling the rug from under my feet.

			It is, quite literally, insanity-making.

			The job interview

			It would be great if illness followed the path of a job interview. First, you would get the selection criteria. The expectations would be clearly spelled out so you would know what’s involved. Then, if you chose to accept your mission, you could ask clarifying questions and negotiate hours or benefits. You could request part-time hours. You could ask for perks. You could find out about overnight shifts or other hidden expectations. Oh, how I wish I could do this with chronic illness.

			If someone approached me and said, ‘Hey Steph, there’s this great illness that I think is perfect for you. The thing is, you can’t do it part-time, it costs more than you earn, and it’s relentless. Oh, by the way, you’ll probably wind up going a bit mad. Interested?’

			I’d tell them where to stick that job offer.

			In my head, the selection criteria for a job like lupus would look something like this:

			

			The Role:

			You will live with lupus 24/7 and yield complete and irrevocable control of every domain of your life.

			Essential Skills:

			
					Experience living with any kind of chronic illness, including chronic pain and/or fatigue, will be highly regarded.

					Must be well-versed in symptomology with working knowledge of dates and timeframes of all symptoms. Knowledge of dates when medications were commenced, increased or ceased is desirable, preferably plotted in a Venn diagram.

					Must be able to converse with all types of doctors and specialists and doctor-shop as required. A partnership approach to working with medical professionals is preferred.

					High levels of adaptability, flexibility and on-the-spot improvising are required, without use of a technical manual.

					Ability to work in a high-pressure environment in a constant state of flux is a must.

					Experience in self-driven research of possible illnesses, differential diagnoses and emerging symptoms is essential.

					Must be competent in collecting scans and blood test results, maintaining a diary of doctor’s appointments, completing tests in a timely manner and applying for a string of sick leave absences from work.

					Will be required to work evenings, overnights, weekends, usual business hours when you would otherwise be at your day job, and any other time at the discretion of lupus. You will be on-call at all times, regardless of other reasonable demands or prior commitments. This role carries a high risk of burnout with no additional compensation.

					Having family, friends and carers with limitless patience and adaptability is highly desirable.

			

			Note: at present there is no capacity to hire a Personal Assistant.

			Benefits:

			None. But we can guarantee lupus will greatly reduce your quality of life and quite possibly your life expectancy. Also, this role will cost you financially, physically, mentally, emotionally, spiritually, socially and existentially.

			Note: as funding permits, there may be unexpected random bonuses such as silver linings, humorous anecdotes and glimpses of hope.

			If interested in this role, please apply, but we may select you without your applying and without regard for your gender, age, socioeconomic status, education, employment, living situation, access to healthcare, social support or level of faith.

			Send your CV to the below email address and lupus will be in touch with you—although you may not know it until many years later.

			I am certain many of these criteria could apply to a range of chronic illnesses. There may also be criteria not included here. Chronic illnesses are gifts that keep on giving.

			

			From eight to eighty

			I was full of energy as a kid.

			When the pain of scoliosis hit at age

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			

			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
					Progressive. The progressive illness gets incrementally better over the course of time. Each day I feel a little better. A popular version of the progressive story centralises medicine as the hero: I took medicine, or saw a doctor, and now I am better.

					Stability. In the stability story, the illness gets no better nor worse. I feel the same level of sickness, day in, day out, no change.

					Regressive. By far the least popular is the regressive story where illness gets worse instead of better. Each day I go backwards, despite treatment. In the regressive story, rescue fantasies abound. I dream of the day I will wake up feeling normal, or God will heal me, or a doctor will finally nail the problem—or a miracle cure.

			

			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
					An immunologist (lupus stuff);

					A cardiologist (heart stuff);

					A second-opinion cardiologist (atypical heart stuff);

					An arrhythmia cardiologist (complex heart stuff);

					A pulmonary physician (lung stuff);

					A gastroenterologist (you don’t wanna know);

					An upper gastrointestinal surgeon (stomach stuff);

					A gynaecologist (secret women’s stuff);

					A haematologist (blood stuff);

					A maxillofacial surgeon (jaw stuff);

					A dermatologist (skin stuff);

					A nephrologist (kidney stuff);

					A neurologist (nerve and balance stuff); and

					An endocrinologist (bone and hormone stuff).

			

			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
					Suggest questionable or contraindicated treatments;

					Don’t listen to your story or concerns;

					Don’t take your wellbeing seriously;

					Gaslight you—tell you it’s all in your head or you’re imagining or exaggerating your symptoms;

					Are too pushy;

					Are not thorough;

					Behave unprofessionally or inappropriately;

					Try to work outside their area of expertise;

					Do not know what they are talking about;

					Do not liaise with your other doctors or health professionals;

					Do not follow-up; or

					Do not understand complex or chronic illness.

			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
					Bursting into tears;

					Feeling more irritable;

					Intolerance for interruptions;

					Worsening concentration and memory;

					Exhaustion;

					Fantasising about hiring a Chronic Illness P.A.;

					Feeling angry with myself;

					Thinking about death or dying.

			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
					For my mental health as I endure.

					The medication will bring relief.

					I can sleep tonight, despite the pain.

					For wisdom for my doctors.

					For money for surgery.

					For courage to face whatever comes next.

					I will respond with grace, not irritability or self-pity.

					For my worries and worst-case scenarios.

					For God’s sovereign peace to envelop me.

					I will be assured of God’s love as everything else becomes uncertain and unpredictable.

					The joy of the Lord will truly be my strength. (Nehemiah 8:10 NIV)

					I will grow in the grace and knowledge of Jesus. (2 Peter 3:18)

					For the fruit of the Spirit in my life.

					I can rest in body and spirit.

					I will be patient and kind with myself, just as God is patient and kind with me.

					For healing in my relationships, especially my relationship with God.

					For God’s nearness, his supernatural comfort, his matchless, unbroken companionship. (Isaiah 30:18 AMPC)

					God will build my spiritual maturity and fortitude.

					God will make me holy and more like Jesus.

			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			

			
			
					Let others know when you’re ill. They can keep an eye on you and support you.

					Ask for prayer. Pray God will fill you with his own energy and be glorified.

					Have a contingency plan if you need to stop mid-service.

					Make concessions to your body. Sit rather than stand. Carry a bottle of water. Take painkillers.

					Plan recovery time. I never cook after serving.

					Give your immediate leader a heads-up if it is likely you won’t be able to serve that week. See if someone else can go stand-by for you.

					Pace your week. When I am rostered on a Sunday, I clear the Saturday beforehand. Come Sunday, I have maximum possible energy, rather than feeling depleted.

					When you first join a ministry team, inform your leader about chronic illness to the extent it might affect your serving—but don’t divulge anything you’re not comfortable sharing.

					Clarify upfront the consequences of not being able to serve on your rostered day.

					Try not to compare yourself to others. So what if they serve more? So what if they’re younger or more physically capable? That way leads to madness.

					Discuss accessibility. Sometimes churches don’t think about this stuff (because ableism) until someone shines a spotlight on it. Can people with mobility issues still participate? What about those who cannot serve—are they still valued? What about those who are neurodivergent or on the spectrum? How can the church be more accessible to them?

					Ask the Holy Spirit for help. Always.

			

			
			
			
			
			
			
			
			
			
			
			
			
			

			
					It is healthy to test prophecy. That’s in line with scripture. (1 Thessalonians 5:19-22) We can check it doesn’t run contrary to God’s commands.

					We are encouraged not to suppress prophecy or quench the Holy Spirit, who often works beyond our understanding. Practise prophecy and apply wisdom to what is prophesied.

					God normally confirms prophecy in three ways: through others; through circumstances aligning with the prophecy; and through peace in our spirits about it.

					According to New Testament models, the purpose of prophecy is to edify (even if a word of rebuke), encourage and comfort. Test prophecy along those lines.

					The ultimate test of prophecy is its fulfilment. If it comes true, praise God! If it does not, we might need to take that back to God and surrender it afresh. Perhaps he will give us clarity about it. If he does not and that prophecy remains a mystery, so be it. That takes real faith and courage: trusting God in the absence of answers.

			

			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			

			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			

			
			
			
			
			
			

			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
					This isn’t a big deal.

					I should be able to sort this out myself.

					I don’t want to be a bother.

					I don’t want to take up their valuable time.

					They can’t help me anyway, so what’s the point?

					They’re busy.

					And my trump card: I’m a counsellor; I shouldn’t need another counsellor!

			

			
			
			

			
					This is important enough that I am thinking about it. Clearly, this matters.

					If I call them, it might give me a little breathing space.

					If I call them, they might say something helpful.

					If I call them, they know their service is needed.

					If I call them, it will increase their stats, thereby justifying their ongoing existence to their funding bodies.

					If I call them, it’s not a sign of weakness; it’s proof of my inner courage to reach out.

					People make themselves a ‘bother’ to me. It’s my turn!

					Maybe I can sort this out myself; but there’s nothing wrong with getting a leg-up.

					Being a ‘counsellor’ does not inoculate me against problems. Even counsellors need counsellors!

			

			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
					Exposure to frightening or horrifying incidents with harm or threat of harm, causing feelings of powerlessness and helplessness.

					Re-experiencing those incidents in flashbacks, intrusive thoughts or nightmares.

					Avoidance of reminders: places, people, conversations and thoughts about illness.

					Changes in thoughts, beliefs or mood: amnesia, believing the world is bad or we are bad, self-blame, ongoing fear or horror, inability to feel happiness or connect with others.

					Hypervigilance: trouble concentrating, difficulty sleeping, loss of appetite, irritability, anger outbursts, reckless behaviour, increased startle response (someone taps you on the shoulder and you jump through the roof).33

			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			

			
			
			
			

			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
					Talk. Get honest with your partner or spouse about sex. Tell them what works for you, when something hurts, or when you can’t do something. It sounds simple, but a lot of things go unsaid in the bedroom (or wherever). Especially when you’re trying to serve the other person. So speak up if something no longer works and try something different.

					Experiment. It’s worth trying another approach when things get uncomfortable. Experiment with another position. Another room. Focus on pleasure, rather than sprinting to the supposed finish line of orgasm. (Sure, orgasms are great, but have you tried chocolate? In fact, chocolate might help things along.)

					Laugh. Funny things can happen during sex. Apparently. It’s OK to laugh at yourself and each other, say, if your leg gets stuck in a weird position, or things seize up, or you have to stop because you’re laughing so hard. Turn it into a funny story. You can relive it for years to come. It could make a great icebreaker at your next party.

			

			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			

			
			
			
			
			

			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			

			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			

			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			

			
			
			
			
			
			
			

			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
			
					Who makes up your team? These people can be alive, no longer living, or people you have known in the past. Who are the people who have been most influential, in a positive way, in your life?

					Who is your goal keeper, the person who looks out for you, guards your goals, and is the most reliable?

					Who are the other team-mates in your life, those you play with, those whose company you enjoy?

					Where is your home ground, the place you feel most at home? You may have more than one. Your home ground might be somewhere you go regularly, or somewhere you visit in your memories or dreams.

			

			
			
			

			
			
			
			
			
			
			
			
			

			
			
			
			
					I limit multitasking. When I multitask, the quality of my work suffers. If I am interrupted, I put down what I am doing.

					I triage constantly, ensuring I spend my precious spoons on what is most important.

					When undertaking a lengthy task, I take proper breaks in the middle. I do not work during what is supposed to be a break.

					I go outside. Getting outside the four walls helps.

					I allocate time to recuperate. It takes me longer than others to recover. There is nothing I can do to speed that up.

					My smoking colleagues take ‘smokos’. As a non-smoker, I’m entitled to the same breaks, so I take ‘smoko time’. I take a minute to stare out the window, grab a cuppa or stand in the sun.

					I remind myself no one is going to die if I take an extra minute. Unless there is a genuine crisis—and they do happen, but not often—a short delay is not going to hurt anyone. It’s OK to breathe, check in, digest, switch between tasks, allow my tired body to rest a little longer. It’s not about dodging work. It’s pacing. It means I will last the whole day.

					I choose how many medical appointments to slot into one week. I may have little control over my illness, but I retain control over my diary. Most appointments can wait.
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