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For Linus


&


For all the disabled and chronically ill folks who are no longer with us, may their memories be a blessing and a revolution.


And for all of us figuring out how to live as disabled and chronically ill folks in this world.


I believe in us and our possibilities.
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Introduction



Living well can feel impossible when we’re hurting and we just want to feel OK again. Living well with pain might seem like a contradiction in terms, but for many of us, escaping the land of chronic illness is a reality we’re continually striving for.


However, it may well be proving more difficult than we had imagined. After all, if getting well were as simple as following our doctor’s advice, we’d all have done it long ago and be spending our days enjoying meaningful work we love, hiking to pretty waterfalls, reading novels and eating big dinners with friends or whatever we most need and love. But really, many of us are confused and overwhelmed because we haven’t got answers from our blood tests yet and we still can’t make dinner without fainting/pain flaring/collapsing (delete as appropriate). If we’re managing to keep up, we’re pushing so hard we barely have time to take care of our deadlines, much less our relationships – or our hair. It can feel like trying to run through thick mud and there’s nothing to show for all our effort. Somehow, the more we push, the less we can move, and we’re running out of energy.


Maybe we’re panicking that we get out of breath just walking to the coffee machine (and we’re relying on coffee more and more, although it’s not working like it did before). Perhaps we’re terrified there’s something drastically wrong, a life-threatening illness the doctors are missing. Or that actually, that other doctor is right, it is just ‘stress’, that somehow we’ve lost the ability to cope with anything and now we’re falling apart. It’s not only that our life is splitting at the seams, but our joints aren’t working any more, skin seems to have forgotten it is supposed to have elastic qualities and emotions now boil over when, for example, the supermarket is out of the only nut butter we’re a) not allergic to and b) can afford. Thinking about the possibility that we’re just doing adulting wrong feels like drowning because we’re trying so hard, but it’s not working, and no one’s told us how to get it right.


We’re worrying about our worth as a human on top of finances, relationships, work deadlines, caring for loved ones and that sick jealous-grief feeling that engulfs us when we see photos of our friends’ lives, or even photos of our life before this. Whatever this is. So we keep scrolling or watching Netflix and stay in a slump on the sofa because there’s nothing left in us to give and we have no idea in what direction to even try to go.


I want you to know: whatever type of pain, illness or struggle you are dealing with, you are not in it alone. You are not alone in finding this hard. It’s being called an ‘epidemic of chronic disease’.1 There are 16 million disabled people in the UK2 and since 2019, there’s been a 41 per cent increase in people leaving work due to health problems and disabilities.3 In 2021, there were 4.3 million referrals for mental health conditions including anxiety and depression, according to NHS Digital.4 Many, many folks are feeling overwhelmed and unprepared for illness and pain. After all, none of us have been taught how to live like this. Growing up, I never saw examples of people living with illness beyond tragedies, miracle cure stories or tales about ‘brave sufferers’. I don’t know about you, but I am not any of those characters.


Many folks reading this book may be navigating symptoms/illnesses/conditions/impairments/neurodivergence, including (but not limited to):


Addison’s Disease and Adrenal Insufficiency


ADHD


Anxiety


Arthritis


Asthma


Autism


Bipolar I and II


Cancers


Cerebral Palsy


Coeliac Disease


Dementia


Depression


Ehlers-Danlos Syndromes


Epilepsy


Fibromyalgia


Glaucoma


Heart issues


Inflammatory Bowel Disease


Irritable Bowel Syndrome


Learning Disabilities


Long Covid


Lupus


Macular Degeneration


Multiple Sclerosis


Myalgic Encephalomyelitis or Chronic Fatigue Syndrome (ME/CFS)


Postural Tachycardia Syndrome


Sickle Cell Disease


Sjögren’s Syndrome


Traumatic Brain Injury


Type 1 and 2 Diabetes


And many more …


I believe we can make a meaningful life while living with illness. In fact, we can curate a healing approach that prioritises joy as fuel for survival and self-advocacy. This is about empowerment and healing. We don’t have to push or trust. For now, let’s just experiment to see if it makes a difference.


DEFINING HEALING


I believe we can create our own definitions of healing. I work with Dr Rachel Naomi Remen’s words, ‘Healing may not be so much about getting better, as about letting go of everything that isn’t you – all of the expectations, all of the beliefs – and becoming who you are.’5 Healing isn’t necessarily about finding a cure, or being better so we don’t have to be ill any more. We may want to recover but if we can’t, we can still heal, if we define healing to include ourselves.


What is wellness, after all? The word wellness is used in ‘wellness culture’, where we see aspects of well-being becoming commodified and moulded into a certain, problematic aesthetic. It’s an often white, non-disabled, heterosexual, cis, hearing, middle-class, anti-fat aesthetic. One that many of us don’t meet and may never want to.


Wellness also refers to a state of well-being, but surely it’s not about being completely symptom-free and feeling fearless about illness in the future. Everyone struggles, but we can do our best to take away unnecessary struggles and find happiness and peace in our lives – not at some distant point in the future when we’re ‘cured’, but right here and now.


Let’s take our definitions further. What do we call healing and what do we call disability? Healing is often spoken of as synonymous with curing, but they are very different things. I believe everyone can heal. Those who are dying can heal, and we can heal every day. These definitions can have a big impact on our lives. For example, ‘disability benefits’ stop being money we receive because we are ‘broken’ and can’t work and instead becomes a fund that allows us space and time to heal and live – or at least, it should allow us that.


There is a difference between being ‘healthy’ and being ‘not ill’. We live in societies that fetishise the aesthetics of ‘health’, if it fits certain white, youthful, cis, hearing, wealthy parameters. People who don’t fit the stereotype of ‘healthy’ are often judged, blamed or pitied. But health is something that’s individual to each of us. One person might feel healthy when they are cooking, or when they’re on top of a mountain, in a café, gaming with their friends online, cuddling a grandchild or settling in for an afternoon with a book. If together with our body we can do the things we want and need to do in a way that feels good for us, who is to say that isn’t ‘healthy’? Many people are not disabled but are struggling, they may not feel well but aren’t unwell enough to have moved into the what Susan Sontag called ‘the kingdom of the sick’. It can feel like the world divides into broken and unbroken people. But it’s so much more complicated than that and many factors influence our health and our experience of it.


DEVELOPING OUR OWN DEFINITION OF ILLNESS


Have you ever felt that you were simply a label? Like you were defined by someone other than yourself? Perhaps you’ve been wrongly labelled from someone’s perceptions of your gender, race, sexuality or work. Illness is another thing that people can wrongly label us around. In my experience, I’ve had more people asking about my illness than about me; I felt I was being defined by the person’s perception of the illness I was living with.


‘Oh, her? She’s a disabled.’ Or ‘They’re [name of diagnosis].’


People can pay more attention to the disability than to us and dismiss us as being no more than the impairments we may have. However, that’s their mistake.


Of course, for many of us, disability does define us, disability is an identity or part of an identity, just as being LGBTQIA2S+ or being from a certain place defines us. Disability and chronic illness aren’t something we need to be ashamed of, but us defining ourselves by our experiences in this world and others defining us by what they judge and using it to dismiss us are two different things.


What I’m interested in is how we define our own health and well-being. I want us to be in touch with what healthy feels like and when we recognise it in ourselves. I can’t compare what healthy with chronic illness feels like now to the time before I had one of my main diagnoses, because I was a child then. Healthy at thirty-something isn’t going to feel the same as healthy at thirteen, nor should it. But I can figure out what living well and feeling healthy looks like for me right now.


How are we going to approach this? I’m sure you’ve seen or even taken classes with the bossy health professional blaming you for struggling with something you can’t yet name. Or felt hot with guilt scrolling past a wellness influencer trying to profit off your pain with detox tea, shaming you with a faked perfect life. There are no Facetune or well-lit aspirational ab shots here. I won’t suggest I can know every part of your experience and identity or meet you there. But I’m not going to judge you for the things you’re most ashamed about. Maybe you know you need to do your physio, get that bleeding checked out or deal with soaring debt. But that’s tough when day-to-day living feels impossible. You know those times when not only can you not floss, you’re struggling to clean your teeth or run a comb through your hair on more days than you’d like to acknowledge. I’ve been alongside many people’s health journeys and I’ve seen how tough it can be.


I understand: you aren’t a failure or a bad person, and you certainly aren’t alone. Wherever you are in your health struggles, however impossible or incurable things are, I believe we can work together to figure out what’s possible and make a life there. I’ve made that journey and supported thousands of other folks through it. You may be exhausted, in pain, burnt out and feeling hopeless, but it’s time for us to figure out what’s realistic for you and build a life with as much freedom and joy as possible. I’m not going to try and teach you my way of living well. Instead, we’re going to work together to forge a plan that fits you and your body, your life, your community, your finances, your reality and what you dream of.


This may be challenging, and I won’t get everything right, but I hope you can take what you need and what works for you. We’re moving from the binary view of ill vs well, and finding what’s beyond those labels. We never asked to be in these situations, but now we find ourselves here, we’re asking: alongside this pain, what is still possible? Where can we go from here?


I believe another way is possible. Together, we’ll make a manageable plan that will allow you to live well with illness. We’ll reclaim your agency and sense of self, and create sustainable healing daily.



LIVING WELL WITH CHRONIC ILLNESS


In Living Well with Chronic Illness, we’ll map your current experience and learn to reclaim your agency in a crisis, self-advocate effectively and get clear on picking up your power and seeing your possibility. We’ll learn how to tend to our energy ecosystem and plot ways of building routes to your resources. This is where the shifts you’ve made meet your daily routine. We’ll move out of overwhelm and write your own Healing Roadmap. This is a route to follow to your own well-being, designed to fit you, sustainably and compassionately.


We’ll plan flexibility for a fabulous life within limits. We’ll practise embodying your self and space in tough times. We’ll think about how to create community and contentment in an unstable world. We’ll create a Healing Passport, a guide to the care and feeding of your being in community and learn from generations of disabled activists to thrive when living with struggles.


Building a life that fits you, in a culture that still expects sick people to be quiet and take up less space, is never an overnight story. That’s OK, I’m not looking to offer you a quick fix. This is healing that is deep, sustainable and cumulative. It can flex with you and the life ahead of you: unexpected promotions, arrival of little ones or fire evacuation orders; the good, bad, and terrifyingly amazing.* Living Well with Chronic Illness is here to help you build a Healing Roadmap that fits you and a flourishing life within limits so you can live the life that matters to you, without blame or burnout, even in our uncertain world.


Because …




	Living with illness doesn’t exclude us from wanting meaning.


	We shouldn’t have to squash our identities to fit into mainstream well-being options.


	It is unjust to have to suffer prejudice to get access to healthcare.


	We deserve freedom from being gaslit and dismissed.


	We can reject responsibility for the failings of the systems we are stuck in.





I want you to have agency and advocacy tools to support your healing and be there for your life. We don’t have to do this alone. Your body – aka your best data source – can be a companion, and a place we enjoy being, even alongside pain and struggle. You deserve a life where you are empowered to:




	know your health choices and say no to shaming and pressure


	advocate for the healthcare you need


	be clear about your boundaries.





Because you didn’t choose to be in this place, but together, we can choose our next steps.


You may notice I use ‘we’, ‘us’, ‘ours’, when I talk about disabled people, neurodivergent people, working-class people and other marginalised identities I hold. As activist, academic and author Sami Schalk says, ‘I refuse to use they as if I am separate from the communities I write about, live within and learn from every day.’7 I believe in interdependence, not independence, and in community as a core part of our possibility.


I also use the terms illness, condition, disease and diagnosis because they are all different ways we talk about what we’re living with. But please, pick what works for you and replace any terms I use with your own. Finding our own way forward in this body and life is what Living Well with Chronic Illness is about.


There are lots of personal experiences I can’t speak to, including anti-fat bias, transphobia/anti-trans bias and racism, but in researching this book I’ve interviewed some brilliant people and recommended amazing thinkers on these topics. This book is intended as part of a much wider conversation and I’m honoured to be in discussion with such activists and thinkers remaking and liberating our worlds. You may notice I mention many activists and disability advocates by name; that’s because I want to be clear that this work is part of a much wider ecosystem and because I want to be transparent about whose work has informed my own and to reference generously, so readers can follow paths they need to for their own thinking and growth.


I’m aware that, despite my best efforts, this book may contain incidences of bias or issues that I’m unaware of. I hope you can take what works for you and leave the rest. This work is based on decades of learning and living with illness, but it also, by the nature of being a static printed object, exists as a snapshot of my thinking, development and responses to our healthcare landscape at this time.


BEFORE WE START


Before we move into the heart of this book, I want to introduce you to one of my favourite healing practices that we will come back to throughout Living Well with Chronic Illness. This practice is journaling and I hope it will become your safe space to explore your thoughts as they come up on this journey.


Maybe you’ve heard of journaling. Maybe your journal is a beloved companion and you’re already journaling your way through illness. Or maybe this is the first time you are learning about journaling. For those of us who are disabled, chronically ill and/or carers or living with other life crises, it can be challenging to find spaces where we feel safe or understood. Through journaling, I have found a way that we can write ourselves a way forward and a way home. A journal can be an invaluable companion on that path.


Here, we are going to get you set up with a Living Well with Chronic Illness journal. We will be using this precious journal throughout the rest of the book.


In each chapter, you’ll find journaling prompts under the categories that make up my unique Ground, Gather, Grow (Triple G) Process, which helps us make change compassionately and sustainably, including:




	
Ground prompts, where we’ll build strong foundations, getting to know you, your body and what works best for you in your healing.


	
Gather prompts, when we’ll be bringing in resources to make sustainable change.


	
Grow prompts, which will support us to put all this inner work into practice, in our lives.





Some of the journaling exercises will be list-based, simple bullet points towards action. Others will be more free-flowing and invite you to reflect and explore. But by the end of this process, you will have your own handbook either to refer to or simply hold onto as a sign of your commitment to yourself and your healing.


Let’s get started, shall we?


For those of us new to the page, how do you actually … start? How do you face the blank page, and with all the emotions it brings up for you? Do you have to reread it after? What if someone else does?


Let’s take a moment – these are all valid questions. Facing a journal can feel beyond us, but there are accessible ways to approach it that I’ll share with you here.




	You don’t have to reread your journal if you don’t want to.


	Expressive-writing journaling is a low-cost, low-side-effect therapy that can help us in processing our emotions.8 Some studies have suggested it can even result in fewer healthcare visits.9



	There are apps and private options to keep your thoughts confidential (check out the Resources section).


	It doesn’t matter about spelling or grammar.


	Seeing our feelings in a journal can bring up intense emotions, but we’ll talk about how to handle those in Chapter 3: How to Navigate Emotional Struggles (and yes, you can skip ahead if you need to).


	Use any notebook, any pen, a voice notes app on your phone, a computer, a private social media account, a simple lined notepad, a gorgeous hardbound journal or the back of an envelope. Whatever your materials, you make the meaning.


	If you find journaling doesn’t work for you, or it starts to bring up emotions that are too painful to manage, do stop. This isn’t something we want to push.





So what about the actual writing?


There are no red pens, no bad marks here. Instead, we practise freewriting. In freewriting, you set a timer and just try to keep the pen moving. Don’t edit or cross things out, just keep going. If you don’t know what to write, write that. You can write, ‘I don’t know what to write, this is ridiculous, I think Grace is all wrong about this and it won’t work and I dislike her too’ – that’s the beauty of a journal, it can hold whatever you have. If you keep writing, usually something starts to emerge. Try not to self-edit internally or externally. Don’t cross things out. It doesn’t have to make sense, just get it out. Keep writing until you hear the timer ding.


If you want, you can come back to the writing and go through with a pencil or highlighter, looking for themes, patterns or pieces you want to carry forward and flesh out.


We’re going to use a journal (it could be a literal journal or in whatever form works best for you) as we go through the Living Well with Chronic Illness process. We’re moving into healing action because, although we may not have the options we want in terms of cures or treatments, we do have this option to process our emotions, so let’s try and see what fits you.


Now, you just need some journaling prompts.




EXERCISE



Gather: Defining My Healing


We’ve been speaking about the difficulties in your healing journey and maybe it’s brought up some memories. So let’s get them out of your head and onto the page.


Start with a one-minute timer and write on:


I remember …


OK, well done. That’s fantastic. Next, we’re going to make a declaration for what we want and the world we want to be a part of. That’s the world we’re working towards in this journey.


For example:


My definition of healing is …


The healing that I want to be part of is …


I deserve this support. I have the right to compassionate, accessible, aware, culturally affirming care for illness and pain. I deserve to feel supported in navigating healthcare. To build a life that fits my body, today. It’s necessary for me to see joy and justice. I want to live in a world that values living well, without waiting for a cure.





At the beginning of my journey, I believed if I tried hard enough, I could make myself well. I just had to get back to where I was two weeks ago, six months ago, a year ago. It had to be possible, right? When I first became ill, I felt like I’d got lost from my life. Like I’d been travelling and somehow stepped off the path and now I was lost in a world of blood tests and pain.


Somehow all the paths forward seemed terrifying and bleak. I just needed to get back to where I was, to find my life again.


Although I didn’t realise it at the time, I worked to bend my suffering body into the mould of a proto-wellness influencer (before I realised the harm in the industry and worked to reject those norms). Wellness blogging hadn’t started in the UK, but I followed every alternative-healing rabbit hole, every medical orthodoxy with the same determination that drove me to work for a first in my dissertation (and meant I was the only undergraduate in my class to do groundbreaking original-source research).


I’d been on my way to a D.Phil in history, specialising in medieval women’s and gender history, when chronic illness threw my life off track. I’d wanted to lecture, to pursue archaeology, or to work in an archive.


But then I was too sick to walk, to eat, to sit up. I moved back to Wales. I hoped not to die young, which didn’t seem out of the question. I was so ill that my student loans were written off because my doctors stated I would never recover and never be well enough to work.


My life felt like a gap and my sense of self fell into that darkness. Where there had been plans, there were meds. In place of goals, were long hospital visits. I lost so much of myself; I had no answers, no treatment options, no hope.


I kept studying as I couldn’t remember doing anything else or recall a time when I wasn’t learning. But it was six months until I could sign up for an MA at the Open University. I thought perhaps History of Art this time? Something to distract me, to give me a sense of progress, for what good it would do. But before I could begin the MA, I had to get through those six months.


I’d read all the books I liked; I had quickly exhausted the meagre delights of daytime TV. I had gone through books on illness, depressed by the bleak picture they painted for my life. I dipped into wellness culture and was aghast at the toxic positivity, ableism and fat-shaming. It didn’t help; my energy was split in a thousand different directions and I was more focused on folding my body to fit other people’s healing processes than listening to what I needed in the life I was actually living.


Except it wasn’t living as much as running away from my reality, towards a vision of myself in organic yoga leggings. But try as I did, I couldn’t jump into an Instagram image like a chalk picture on the pavement. I was still living in my council flat, still sick, still struggling. Except now I felt like I’d failed at wellness too.


I started to quit the ‘healthy’ things that made me feel worse. I made a list of all the healing options and ‘should’s swirling around my head, including:




	Follow up on that MRI


	Endometriosis surgery


	Figure out how to slow my bone loss


	Try hyperbaric oxygen therapy


	Do yoga


	Or Pilates


	Try paleo?


	Daily meditation





It went on for pages and pages of my recycled A5 Pukka pad.


I got excited – I was going to have a new project. I could try new meditation techniques; maybe I could make another altar. I showed my partner my list.


‘What aren’t you doing?’ he asked.


This wasn’t the question I wanted to answer. ‘Come on, what’s the smallest task that would make the biggest difference to your life in the next week?’ he pressed.


We settled on focusing on gentle movement. I wanted to push for starting Jivamukti yoga, but my partner gently pointed out I was bed-bound and unable to sit up unaided. As powerful as yoga is, it wasn’t going to rebuild my bones or muscles if I couldn’t even hold a sitting pose.


So I let the hundreds of other healing ‘should’s sit and instead focused on moving my body in ways that felt good to me. I began first with supported rebounding (on a mini trampoline) then with yoga poses – really gentle, yoga-inspired stretches – while lying in bed.


Each week, we checked in with my healing and gradually built a Healing Roadmap, a roadmap of what wellness looked like for my body, my life, my reality. I began to look forward to my days, rather than beginning each morning with a panic attack about how I’d get through another day of pain.


What would happen, I wondered, if I took six months as a personal research project into my own healing, instead of trying to apply other people’s systems, which were based around lives that didn’t look like mine? What if I figured out a path that worked for me? If I worked to reduce everything that we knew worsened my symptoms and tried to increase everything that seemed to be of benefit?


I couldn’t help thinking it seemed pointless, a pipe dream, but as I had nothing else to do, I decided to try it.


Six months grew into fifteen years and more possibilities than I could ever have imagined.


When I started this journey at twenty-two years old, I was on benefits and not legally allowed to work without losing them. I was struggling to pay the rent on my council flat. It was when I was working on my Healing Roadmap that my doctors told me they suspected I had extensive sarcoma throughout my body. I didn’t know if I had the capacity to cope with chemo. Who does? It’s not something any of us chooses.


On the day I was due to get the results and find out if I had sarcoma, I came out of hydrotherapy and waited for the call under a beech tree in the grounds. I started to make a list on my phone of what I could do if the sarcoma test results were negative and I therefore wouldn’t have to dedicate my limited energy to coping with chemo. My phone rang and the result was negative – I didn’t have sarcoma. I was later diagnosed with a bone condition: extensive osteoporosis.


Today, I live with multiple autoimmune conditions, endometriosis, osteoporosis and hemiplegia. These cause mobility issues, which mean I use a wheelchair and other mobility aids. But for me, as for many of us, diagnosis is an emerging personal landscape. As recently as 2023, I had a major new diagnosis. Research, understanding and how my body is responding are emerging and ongoing.


Yet in that moment, holding my phone under the beech tree, I was processing the news I didn’t have cancer – but that there was still a big problem with my bones. Living bigger felt impossible when most days I struggled to take my pills and eat, but I wanted to be able to move forward, despite my fears about the future. I realised my life needed meaning beyond a focus on my personal survival, so I built this into my Healing Roadmap, to move from healing into living well.


I made my list:


I want to wear more earrings and dare to have a style beyond ‘looking disabled’ and wearing the most accessible clothes.


I want to camp in the Forest of Dean and see the stars again.


I want to share all we’ve learnt about a Healing Roadmap with others.


I want to write my book and see it go out into the world and reach people who need it.


I spent six months getting permission to work without losing my benefits and sent my friends and family an email entitled ‘I’m Legal, Celebrate with Me’. I asked them to recommend my coaching sessions to people they knew who were struggling with illness. My coaching sessions and seminars got booked out over a year in advance. My Healing Roadmap work became a business, a viral TEDx talk, a thriving coaching practice and later, after years of training, a psychotherapeutic counselling practice. And this book. I won the Future Young Leader of Wales Award, then the Great British Entrepreneur of the Year Awards in multiple categories. I was featured in Marie Claire as a Wonder Woman. I was at the Hay Literary Festival, in The Times, Guardian, Huffington Post, New York magazine, National Public Radio in the US and many more. My blog was syndicated to Positively Positive.com with over a million readers.


I graduated with Distinction in my Psychotherapy and Counselling Practice MA. I entered public life, contributing to shaping health, social care and human rights at board meetings across Wales and England. I won multiple research fellowships, working with universities, exploring how to support people with complex trauma and illness. Through all this, I’m still sick, still not cured, but I found more possibilities and more space to live when I stopped living a life designed by someone else, for bodies not like mine.


But Living Well with Chronic Illness is not about teaching you my path or trying to make you live like me. You may not want to work at a hospital, sit in a boardroom or fundraise capital for accessible tech start-ups (but if you do, call me, because we need more folks doing this). I’m going to work with you to find your own way, to make your own roadmap, after being thrown off the path you had planned.


It wasn’t just me who needed a new approach to illness, it’s all of us. Many people have multiple diagnoses, caring responsibilities, marginalised identities, jobs, commitments, dreams and struggles that have captured the life we’d hoped for and which we now feel is out of reach. We need to learn how to live with our whole, painful, loving, shining selves. But we don’t have to face the land of the sick alone.


Fast-forward to now: I’m part of disability communities and am reclaiming my world alongside thousands of readers and sold-out client sessions and events. I’m privileged to be supporting others to find a way of wellness that works for the life they live. I’m not a miracle cure story, but illness is something I live alongside. We all have limits – they might be budgetary, time-based, energetic, geographical, systemic or physical – but whatever your situation, I’m honoured you’re here and to be alongside you on this journey.


Many of us are sick and struggling. You’ve probably tried more protocols or self-help plans than you care to remember (or avoided them because of those aspirational smiling white heterosexual influencer pics – sigh), so I truly appreciate you grabbing this book and giving this a chance, especially when you could be reading your favourite fanfic/doing a jigsaw/insert hobby of choice. Thank you for allowing me to be part of your healing process and for your trust in me. By reading this, you have begun your work and I am going to be doing all I can to make sure I meet you with respect, understanding and care.


When we are ill, it often feels like we are having to choose between multiple bad choices. Do I pay for this treatment and go into more debt or do I not pay for it, be too ill to carry on working, lose my job and go into more debt? I know this feeling, and this book is an offering from mistakes I’ve made. If we were together, I’d listen and notice what works for you, and explore, within the unfair hurts, what’s still possible in the midst of it all, working to make some room for you, to see what’s possible in that space. We know there’s no miracle cure available or we’d already know about it, or be doing our best to get it. So here we are, living with our limits and making a life. We shouldn’t have to, but until we get equity in health and social care, I still want us to have access to whatever joy is possible because joy is fuel and it empowers us to fight for the societies we need.


You are the expert on you, even if it doesn’t feel like it right now. I respect your experience of living in your body for your whole life. I respect your distrust of medical professionals who are racist or misgender. I recognise your fears are valid and come from wanting to feel safe. The urge to keep trying is precious and should be respected. But I know that in a medical maelstrom, it’s so easy to get lost and lose our agency too. We are going to establish what is and isn’t in our hands and empower ourselves to make choices that fit our bodies and lives. I cherish you, I trust you and I believe in you and your possibilities. We’re going to get some tools for our journey, explore our own experience, learn about our bodies and nervous systems. And as we heal our bodies, we will positively impact our relationships, our communities and our futures. Are you ready? Onwards, together.


I recognise I wasn’t born into a culture that celebrates living well with illness. As my teacher, author and culture maker Kelly Diels, says, ‘None of us have been born into cultures of justice.’10 From this, I recognise that we weren’t born knowing the ways of remaking culture or inclusion. I know from my own life and from my work with thousands of clients and workshop participants that the status quo approach isn’t working for our disabled, hurting, beautiful bodies, communities or futures.


Mainstream wellness too often tells us to restrict, get ‘cleaner’ and train our bodies into submission. If those methods haven’t worked for you, please know your body isn’t wrong or bad. It isn’t because you don’t want it enough or because you’re ‘making yourself ill’. You instinctively know that someone else’s sleek and simplistic method won’t transfer to your individual, magical, tricky, complex life.


I love the unruly life which resists being shrunk and conformed. That sense of self is what we are going to partner with to carve a path that fits all of you. Living Well with Chronic Illness is a fat-positive, trans-inclusive, trauma-informed space that recognises the complexities in our world and in you.


I believe in possibility.


I believe in recognising limits and in finding joy while we expand them.


I believe in communities and our wisdom.


I believe we are told we can fix more than we actually can and it cheats us of a sense of our own agency, our sense of control, as we feel we’ve failed and consequently lose faith in our capabilities.


I believe there is a life beyond ‘normal’.


I believe ‘the future is disabled’.11


I believe we are ‘disabled oracles’.12


I believe we need help to figure out how to dream a life that fits us and we can live into.


And that’s what we’re developing in Living Well with Chronic Illness – making a future, even with pain, even in uncertainty, in which we all fit and flourish.


 


 


 


 





* Phrase coined by Jennifer Peepas of Captain Awkward.6





CHAPTER 1



Having Symptoms


Often we think of a diagnosis as the beginning of an illness, but really, illness and pain begin the moment we notice something isn’t as it should be.


It’s the lump you find in the shower, the increasing headaches that go from ‘bad work day’ to ‘actually, I can’t really see’. It’s food poisoning that doesn’t go away and perhaps isn’t food poisoning at all. It’s your pre-existing condition throwing up random new symptoms that you have no idea how to handle.


You may know why you are sick or you may not. You may not have become sick; you may have had an accident or you may have been born with the conditions you’re living with. Whatever your unique situation, at this point you have some symptoms that are beginning to show and affect your life. You want to get checked out but fear being dismissed due to medical racism or anti-fat bias. Maybe you saw a doctor and got sent away with a recommendation for antacids and are gearing up to head back and ask for more help.


If we have an awareness of what’s usual for us and our bodies, we will probably notice if things start to drift off track, but this can be tough if we struggle to be in touch with our bodies, due to things like pain, trauma, neurodivergence or loss of sensation. It is also tricky if we already have lots of symptoms. It can take me a whole week to notice I have a virus, for example, as there are so many symptoms my chronic illnesses can throw up; it takes time to realise it’s not just my usual level of exhaustion/mouth ulcers/fainting/coughing, etc. or a flare-up.


It’s made harder because, due to more than a decade of austerity, the cost-of-living crisis and many other social and economic difficulties, lots of people are living at a low level of health; not yet full-blown illness, but often signs and symptoms of a body in distress. These discomforts can be indicators of future problems or a body overloaded with stressors beyond its capacity to cope. Just because someone isn’t diagnosed, doesn’t mean they are well, unfortunately.


When we notice things aren’t right, we may lose track of that weird mole or the bleeding we mean to get checked out. We are often bombarded with to-dos and things that need our attention. Body repairs don’t always make it to the top of the to-do list – until things fall apart. So let’s notice and look at our options.


WHAT TO BEAR IN MIND WHEN YOU FIRST GET SYMPTOMS


Something doesn’t feel right and it has become difficult enough to manage that getting it checked out has made it to the top of your to-do list today. You can’t do the presentation, the school run or even, y’know, breakfast. So you’re trying to figure out when the symptom started (because you know they’re going to ask) and also who you’re going to tell.



MAPPING OUR SYMPTOMS


Often, we’ve tried all the over-the-counter remedies, family cure-alls and cultural practices before we start strongly pursuing answers – booking more appointments, following up, asking for a second opinion and so on. At this point, it can feel we’ve already exhausted all we have and that the symptoms are depleting us so much, we don’t know where to go from here.


At this point, I’d like to invite you to map the ground of your situation with me. Healthcare is gradually beginning to consider the wider determinants of health.1 We are going to look at the wider landscape of our own lives – within and beyond our bodies. Often we’ve gone over the symptoms and pain so many times, our recent past feels like a muddy track torn up by feet passing over it, herds of people treading over where we’ve been and looking for clues.


We want to clarify, orientate and map the ground as it is now, so we can see what changes are happening. We want to check in with what we have access to, in terms of resources and support. Once we see the limits clearly, we can also see the possibilities.




EXERCISE



Ground: Mapping Our Ground


We’re going to make a map of our world – grab your journal, a piece of paper, turn to the back of a notebook, make a list on your phone or whatever works for you.


We are mapping the landscape of our life, now. In this exercise, we’re imaging our world as a landscape. There might be cliffs of debt; dark, tangled places to represent cold, unstable housing and deep ditches of loneliness. But there might also be sunlit cities, favourite hobbies that show up as a sanctuary on the page. There might be spaces that feel safe and nourishing that we might draw as a forest or a cosy cabin. You could draw your world as a landscape you’re familiar with or imagine it as a whole new world. In mapping where we are, we’re noticing what’s difficult for us and what supports us. This could include:




	• The café where you love the muffins


	• The bus route that lets you see the sunrise


	• The podcast you listen to on your commute


	• The nurse who always listens and asks after your cats


	• Food that reminds you of home.





You can draw a literal or a metaphorical representation of the supports and struggles in your world. Set a timer for two minutes, or stretch it to five minutes and make your map. You can sketch it, draw stick figures, whatever works for you.


If this exercise doesn’t work for you, you can just make a list of where you feel stuck and anything that feels like a resource or a solace at the moment.


Now we’ve mapped our world, we’re going to make a Body Map. We start with mapping our world because it’s important to locate our body as part of our wider environment. Lots of medical environments focus just on what’s happening beneath our skin, but we are people, part of wider ecosystems. We remember this by beginning with Mapping Our Ground. Rooted in our resources, we can move on to Building a Body Map.







EXERCISE



Grow: Building a Body Map*



I know we just want to fast-forward out of these tough times, but paradoxically, to move forward we need to take a little time here, to get to know our environment and get to know what we can of our body. You might be thinking this is pointless; of course you know the difficulties in your life and body, right? After all, you’re the one living with them. However, I expect you are so used to many of them that you may not notice them any more.


Lots of difficulties just become the things we move past because we’re habituated to them. Whether it’s the door with the funny lock, the potholes in the road, loose paving slabs that catch our walking-stick tips or taking the long way home to avoid street harassment outside that pub (or being too tired to take the long way and feeling jangled afterwards).


Doing this mapping can help us when we need to note what’s happening, track symptoms and have a starting place for making change.


But it can be hard to map our body when it’s hurting or has survived trauma or when we are too busy to even pee, let alone think. For many of us, for many reasons, checking out of our body has been necessary. I won’t tell you not to do that.


When we map our lives and ourselves like this, it can help us find ourselves again. Hopefully, somewhere in the Mapping Our Ground exercise is the video game you love playing, for instance, or your cherished younger relatives, the houseplants you’re proud of or football on the big screen. Whatever we love, even if it feels impossible to access right now, is still a part of us. We aren’t just collections of symptoms, masquerading in the shape of a person. We are still us, we’re still people, we still matter. And paying attention to and feeding those parts of ourselves matters too. Of course, at the beginning, this feels impossible. That happens for so many of us. But actually writing down the pain and what still feels possible can help us get some perspective on it. We are reclaiming your agency by remembering what you still hold and is still possible.


In building a Body Map, you’re making your own cheat-sheet for when talking to medical professionals. Let’s reflect and get the details down, so that when asked, you don’t have to scour your mind for the dates and progress of symptoms, or how your normal has changed since they started.


As we map your symptoms, we’re mapping your ground – your body, your environment, your normal.


There are a few ways to approach this, you can:




	Use a symptom app (check out Resources for recommendations).


	Make a log of your most common symptoms on the vertical, a list of dates on the horizontal and tick off days you have that symptom (check out Resources apps to log symptoms).


	Keep a journal and note your symptoms each day. Then you can read through and look for patterns and themes to highlight for your doctor.


	Draw a sketch of your body and mark on the symptoms, when they started and what you need to recall about them.


	Set up a text/messenger chat specifically for health stuff. It’s a moment-to-moment log and you can search it for symptoms or use it as a record of your experience.
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