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      This is a graphic account of my battle with Topical Steroid Addiction which some readers might find distressing. All views expressed in this book are my own and provided for information purposes only.

      This is not a manual on how to recover from eczema, Topical Steroid Addiction, or any other skin condition – it is simply an account of my own personal skin journey and a process I went through, and believed in, which resulted in me making a full recovery. I am not offering a magic pill and I definitely don’t believe there are any quick fixes, and supplements/diet etc. can only help so much. What I went through was essentially a drug withdrawal – but more on that later …

      I am not affiliated with ITSAN or any other official body and I am not a medical professional – I’m just a woman sharing her personal experience, and any information in this book is not intended as medical advice. For any medical advice, please seek help from a trained medical professional.

      Some chapters and extracts have been taken from my blog, www.tswcara.blogspot.com, and the cover photo has not been touched up or filtered – the left half of the photo was taken nearly a month into withdrawal on 1st July 2013 and the right half was taken on 15th December 2017.

      ANOTHER AUTHOR’S NOTE

      Written 28th November 2022

      Time is a funny one, isn’t it, because just like our skin during withdrawal, so many things can change – like our views.

      Since writing this book nearly five years ago, some of my opinions have changed, but instead of removing them, I’ve kept them in because it’s how I felt at the time. Saying that, my views on withdrawal itself have remained the same – I’m a bit of a broken record in that regard.

      I am pretty transparent about my views on certain subjects on my blog and Instagram account, so instead of elaborating in this book, I ask you to seek my opinions there x
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        For there would be no book as I would never have been able to get through withdrawal without you x

      

      

    

  


  
    
      
        
          
          

          
            MONDAY 6TH MARCH 2017

          

          *EXACTLY FORTY-FIVE MONTHS SINCE I STARTED TSW*

        

      

    

    
      This book has been a long time coming, and ever since I recovered from Topical Steroid Addiction back in August 2015, I have gone back and forth with the notion of writing a book about what I went through. In a way, it seemed like a no-brainer; I’m a writer and went through this incredible experience that completely changed my life and, as a result, I have a lot to say, but for some reason, I kept putting it off until it got to the point where a year and a half had passed and the book remained unwritten. In the last few months though I have thought more and more about it and have been ‘itching’ (sorry) to get the words down. Now, looking back, I think TSW is something that you need time to fully process, and I am finding it is only in the months since recovering that I have finally come to terms with it all. I needed space to reflect, to make sense of things, but now feels like the right time to put my story down in one place in order to move on.

      At this point, I have no idea what I will say in the book, and my head is currently a mess of memories and feelings, but I find when I sit down to write, something takes over and I know exactly what to say.

      Some facts and figures are hazy now as I never thought when I was going through withdrawal that one day I would be writing a book about my experience, but to my knowledge, everything I have shared with you is accurate.

      As I mentioned in my author’s note, this book is made up of new material along with posts and extracts taken from my blog, www.tswcara.blogspot.com, which I set up only a few months after recovering. Since then, it has become a friend and one of the most important things I’ve ever done, and knowing others have found it helpful, too, means the absolute world to me.

      I hope you find this little book useful, and I am wishing you the best of luck on your journey.

      

      
        
        Much love,

        Cara x

      

      

      

      
        
        P.S. All pictures of my journey can be found on my blog, www.tswcara.blogspot.com, or my Instagram, @carasnextchapter
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            WHAT IS TOPICAL STEROID WITHDRAWAL

          

        

      

    

    
      This book is about a process called Topical Steroid Withdrawal that I went through to treat what I thought was eczema for many years, but was actually another condition called Topical Steroid Addiction.

      I don’t think even those of us who have gone through withdrawal know what it truly is. We can understand elements like the why – the reasons which led us all to make one giant, life-altering decision – but it’s such a complicated and still largely ignored issue that I won’t be going into much detail and will only be offering an overview of what I believe it to be. I am not a medical professional, I am simply a woman trying desperately to understand it all. One thing I do know for sure is that Topical Steroid Withdrawal is a totally needless process, but inevitably, for me at least, a necessary evil.

      Topical Steroid Withdrawal (TSW) is essentially a drug withdrawal to ‘cure’ Topical Steroid Addiction (TSA). TSA is an iatrogenic condition, which simply means that it is brought on inadvertently by a medical treatment – in my case, topical steroids, although I believe that oral steroids (like Prednisone) also apply. It can sometimes be called Red Skin Syndrome (RSS) or Topical Steroid Withdrawal Syndrome (TSWS). I will be referring to it as Topical Steroid Addiction in this book, but, in my honest opinion, I don’t believe that any of the names for our iatrogenic condition represent it well as they are either not inclusive (RSS) or exclude other forms of medication which can cause it (e.g. oral steroids).

      This book is not intended to spread fear or panic so whatever you do, do not cease using any drugs without doing your own research, and please seek advice from a trained medical professional before embarking on something like TSW.

      Not everyone who uses steroids will develop the condition. Through a lack of research, there is no clear reason as to why some develop TSA and others don’t (I have my own personal theories which I won’t be sharing as they are based only on a feeling).

      Topical steroids in their varying potencies are widely used to treat skin conditions like eczema (which I initially had for about fifteen years) and for cosmetic use such as skin bleaching. Most require a prescription from a doctor, but there are some you can buy over the counter. They are available in different forms including ointments, creams, gels, oils and lotions.

      I don’t know where to start with the symptoms of TSA, but think of it as an exacerbated form of eczema (red burning skin, an intense bone-deep irritation and excessively dry, flaking skin unlike anything you have experienced before). These symptoms will more than likely appear after ceasing to use all steroids, which is why many think of it as eczema and not something else. That is what I thought for many years and countless doctors confirmed. The problem with steroids is that they work wonderfully for a period of time – a miracle cure – until they stop working, and to maintain your skin’s condition, you need to use stronger and stronger steroids until they also stop working. The original eczema you used steroids for initially might have run its course, but you wouldn’t know that as you now have this other condition which mimics symptoms, making it appear to be only getting worse, and spreading to areas you never had eczema in the first place.

      When I first found out about Topical Steroid Addiction and the withdrawal process, I couldn’t believe that I hadn’t thought of it myself as it seemed so obvious – of course it was the steroids creating this mess my skin had somehow got itself into. I can safely say that I have never felt more sure of anything in my life, and I believed with all my heart that this was the answer I had been waiting many years to find. For me, this two-year gamble paid off and now I have better skin than I’ve ever had in my life. Going through TSW was the right decision for me and I believe for some of you reading this book, it will also be the right path, although it won’t be easy, and over the next thirty or so chapters I will be sharing just how much of a toll it has taken on me physically and mentally, but how it’s also picked up the pieces and put them back together again and along the way created a happier, healthier me.

      There is still so much I don’t understand, but one thing I do know is that TSW is life-changing.
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            MY ECZEMA HISTORY AND THE NIGHT THAT CHANGED MY LIFE

          

        

      

    

    
      I suppose my skin story started when I was six months old when my mum noticed a tiny rash on my right wrist. Like any other parent would do, she took me to the doctor where I was very swiftly given the diagnosis that I had eczema, a condition as illusive and confusing as the treatment of it. I was prescribed hydrocortisone, a mild topical steroid cream, and soon that little patch blossomed and grew into something larger. Thanks to a mother who was naturally very cautious when it came to using any drugs, she applied them very sparingly and even though I did have eczema back then, it was never serious enough to impact my life – but I do believe that initial use of topical steroids when I was a baby turned the condition from a tiny patch into something much bigger. From about the age of seven my eczema wasn’t a problem, until I went to secondary school. I am not going to go into that period of my life, but I will say that it was a very bad time for me; it shaped me, changed me from a happy child into a teenager who didn’t like herself very much, and those changes showed in my skin with eczema rearing its ugly head. Now, when I look back, I would tell my young, teenage self that my eczema was probably caused by stress, but at the time, all I seemed to be told was that eczema was incurable and I had to find a way of ‘managing’ my condition which meant using emollients, moisturisers, steroids, immunosuppressants, bath preparations and lotions instead of looking for a reason why my eczema was coming up in the first place.

      Apart from a nurse I spoke to in my teenage years called Jeanine who will forever be the best person I have talked to about my skin, I’ve been treated to a plethora of simply delightful doctors and dermatologists. Notable mentions go to the antiquated doctor (for some reason I remember he had a rather spectacular dent in his head) who looked directly at me, pointed his (in)experienced finger in my direction and told me, as if he was offering me words of profound wisdom, ‘don’t scratch’; or the doctors who would get their massive encyclopaedia of drugs and ailments out of a drawer to look for an appropriate cream, as if one size fits all. And last but not least, lest we forget, those who would be almost insistent upon me using steroids, immunosuppressants and the like before again reminding me that there is no cure for eczema.

      I was fed this way of thinking for a very long time, and I believed it because you are conditioned to trust everything doctors tell you. I feel I need to say again that I am not blaming doctors and have immense respect for their profession, but in my lifetime, I have been treated by enough of them to feel justified to question the way in which eczema is treated by the medical community as a whole. You could tell me I’m wrong, but this is based on my experience and what I as an individual believe after having to go through the system for well over twenty years.

      As a teenager my eczema was bad and at the time the only real treatments available to me were steroids, thick emollients, and all manner of fun stuff like that. It was around this time that I was referred to the hospital and started seeing dermatologists. I had skin tests which told me I was allergic to things that didn’t make sense, and I remember a period where my skin was constantly infected and I had to keep taking antibiotics. I was seen by dermatologists at the hospital who would offer the same old treatments, but it wasn’t until I was seen by a new dermatologist that things really went downhill. He was insistent I use steroids and would get angry if my skin hadn’t improved. He was a big fan of Protopic, which at the time was being branded as a miracle cure, and his behaviour was so bad that it got to the point where my mum had to say to him that I was being bullied at school and didn’t need to be bullied by a doctor as well. He did apologise for that, but things didn’t change.

      What happened next, I suspect, was the beginning of my addiction to steroids and the birth of Topical Steroid Addiction: I was prescribed (and ended up taking) a course of oral steroids which I am pretty certain was Prednisone. I was about fourteen at the time and as my poor immune system must have been pretty weak from all the drugs and antibiotics I had used, I really didn’t stand a chance. Of course, we’ll never know now what caused the condition to manifest and why – and I’m not here to name the doctors and dermatologists I’ve seen over the years as I think that is not going to help anyone (and it’s certainly not what I want this book to be about).

      Even as a teenager I knew steroids were bad and that if I continued to use the stronger creams I was prescribed I would only be asking for trouble, but at this point my skin was too bad not to use them so I tried to make the best of my situation and over time, gradually weaned myself down from Betnovate to Eumovate. After a while, I realised that for some reason, if I only put a bit of steroid cream on my hands and on a patch under my chin, it would control my whole body – I never touched the stuff as I hated the tingling sensation on my fingertips, so I would squeeze a pea-sized amount onto the back of my hand and use the back of both hands to rub it in. I would then swipe one of my steroid-covered hands over a small area under my chin. Even though I used Eumovate twice a day for years, it still felt like a better alternative to using something stronger. A few years before I began withdrawal, I was able to wean myself down to hydrocortisone 1%, applying it to the same areas. I thought maybe if I did it gradually, I might stand a chance of not having such a bad reaction when I stopped using them completely … how wrong I was. This is why I don’t believe in tapering.

      I tried many times over the years to stop using steroids, each time hoping that perhaps my eczema would get better, but straight away, I’d get this awful reaction that I always assumed was my eczema coming back with a vengeance. I’d then book an appointment to see a doctor, but all they’d tell me was to use a stronger topical steroid or Protopic then throw in a new emollient for me to try. Even though I hated Protopic every time I used it, I was desperate to come off topical steroids, but it didn’t take long for me to go back to them as I detested the side effects of Protopic, which for me included a painful burning each time I got in the shower or bath, a worrying increase in the amount of freckles I had even though I kept well out of the sun (I had to go to the hospital to get photos taken as there were so many), my face would flush red and the smell made me feel nauseous. Now, Protopic has been given a ‘Black Box’ warning because of its possible links to cancer.

      Every time I went back to topical steroids, it was like reigniting a wonderfully familiar but toxic relationship – I knew it wasn’t good for me, but my skin craved it. I had almost resigned myself to the fact that this was my life now and that steroid creams and immunosuppressants were always going to be a part of it. Over the years, along with other symptoms, I noticed my skin thinning badly, but I felt trapped – without these creams, my ‘eczema’ was only getting worse.

      It wasn’t until the summer of 2012 (a year before I started Topical Steroid Withdrawal) that things really started to change. Back when I had normal eczema and my skin wasn’t addicted to steroids, my skin LOVED the sun, but now when it got hot, I would break out in hives and very strange rashes. As the UK never stays very hot for more than a few days at a time, my skin would calm down quickly, but when I went to Greece in July 2012, I found after a couple of days in the sun that my skin (especially on my legs and thighs) was coming up badly and I ended up spending the rest of the holiday covered up in the shade. I remember a few days before heading back to the UK when my supply of steroid cream was running dangerously low, frantically searching for it in Greek pharmacies, and when I was able to find some (I think it was Eumovate), I got back to my room and for the first time in years, literally slathered my entire body in it, desperate for the hives and rashes to die down. The cream did nothing though and it was only when I got back to the UK that my skin calmed down again.

      For a few months, I was able to return to my normal routine of using hydrocortisone twice a day on the backs of my hands and under my chin, but over time, I found it increasingly hard to ignore just how thin my skin was. I wish I had taken photos as, especially on my face and the creases of my arms, you could see blue veins through my skin – it was really quite scary. I wore thick foundation which covered them, but it didn’t stop the fear. But what could I do? I had severe eczema, which I was told was incurable, so had to find a way of ‘managing’ my condition.

      In April 2013, I remember I was meant to sing at a friend’s wedding which I was looking forward to, but had to cancel as an audition came up that could have been great for my career (at the time, I was making a rather half-hearted attempt at becoming a singer/actress) which I then had to cancel as the skin around my eyes suddenly swelled up really badly. Whilst all this was happening, I noticed a few rashes coming up on my arms and legs and I put hydrocortisone on the patches of ‘eczema’, but it had absolutely no effect. I went back to the doctors hoping they might have an answer, but all they suggested was to use the topical steroid Betnovate. My mum was also getting increasingly concerned about how thin my skin was. I think it was all coming to a bit of a head really and I remember feeling completely and utterly confused. At this point, I felt like I had two options:

      
        	Use stronger and stronger steroids until one day they would inevitably stop working or …

        	… I had no idea what my second option was, but knew I had to do something.

      

      It wasn’t until many weeks later on the evening of Thursday 6th June 2013 that I found an answer that would change my life forever. Earlier in the day, I remember my mum having a serious chat with me about how thin my skin was, but all I could say to her at the time was that I didn’t know what to do as steroids were the only thing keeping my skin under control. Unable to shake off my mum’s concerns though, I knew the time had finally come to sort out my skin once and for all so on a whim, that night, I typed into Google something along the lines of ‘addicted to topical steroids’ and instantly, I was given the answer I had waited over ten years to find – I didn’t have eczema any more, but something called Topical Steroid Addiction. It was a total lightbulb moment, and I knew instantly that I would never use steroids again. That same evening, I started Topical Steroid Withdrawal and haven’t looked back since. That was nearly five years ago now … and what a five years it has been.

      I think what saved me in a way was going into withdrawal blindly as I had no idea what was going to happen, but if I could sum it all up in one sentence, it would be to say that TSW was the best decision I have ever made for myself and my skin.

      This book will document exactly what I went through during TSW – the good, the bad and the very, very ugly. This is not written by a medical professional with any kind of degree, but a woman who went through something life-changing. I am sharing my story in the hope that it can help others, but whatever I say, the decision of whether TSW is right for you must be yours and yours alone.
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            MY TOPICAL STEROID WITHDRAWAL

          

        

      

    

    
      A lot of people have asked me over the last few years what my thoughts were before embarking on TSW, but I don’t really have an answer as I went into withdrawal blindly having done next to no research with only the belief that I was doing the right thing. You see, I’m a terribly stubborn human and when I have made a decision, I tend to stick to it, sometimes with very little thought for the consequences.

      I still feel emotional when I think of the moment I found out about Topical Steroid Addiction. It all seemed to click – of course my skin was addicted to steroids. I did my research as I went along which in a way, spared me from knowing what might happen next. Back in 2013 there were only a handful of blogs and people on the ITSAN forum documenting their journeys through withdrawal and even though I knew it was going to be hard, I certainly wasn’t prepared for what happened next …

      

      
        
        YEAR ONE

        (Thursday 6th June 2013 – Thursday 5th June 2014)

      

      

      Pretty much straight after I stopped using steroids, within a day or two, I got a rather lovely layer of golden crust above my top lip (I think they rather appropriately call it a ‘crustache’). It freaked me out a little, but I found that if I gently flaked it off, I was able to cover the slightly sore skin underneath with moisturiser and foundation. During the first couple of weeks, my face was swollen and I was noticing my eyes becoming increasingly puffy, but with makeup, I was able to look relatively normal. Physically, I found even from the beginning I was so tired all the time, and I remember going to brunch with a group of friends, feeling completely out of it and not able to concentrate on what they were saying. It was a type of exhaustion that felt nothing like the kind you experience when you haven’t had a lot of sleep – more that my body and mind had worn down like a used battery.

      In some wild and foolish fantasy, I thought things would stay like that for a while – slightly swollen, a little itchy – but I’d be able to keep on living my life. A couple of weeks in though, things suddenly took a turn for the worse and on the evening of Thursday 20th June 2013, I woke up feeling extremely uncomfortable. It’s hard, over four years later, trying to piece together exactly what it felt like, but I do remember extreme soreness, burning and irritation. In an attempt to calm my angry skin down, my mum fanned me in the middle of the night with a large book and rolled a glass bottle of water that had been in the fridge over my skin which felt amazing. The following day, my mum and I went out for a walk where I stroked a neighbour’s dog and that night, I was very itchy and woke up the next day with extremely swollen skin on my face and puffy eyes. It’s hard to know if the dog was the reason, or if it was going to happen anyway, but I think sometimes when you are flaring (or about to), known irritants can easily exacerbate the situation. Even though my mum supported my decision and wouldn’t have made me do anything I didn’t want to, she suggested, because she was scared, that I use a little bit of steroid cream just to take the edge off my symptoms. I knew wholeheartedly that using steroids again was out of the question and I think this terrible reaction almost made my resolve stronger as it showed just what they were capable of, so why would I want to use them again? It would only be waiting under the mask of steroids, untreated and waiting to strike. I knew I just had to keep going. Even though my mum was still nervous, she accepted my decision to stay on this uncertain path and bought an electric fan for me which was a life-saver. It was very hot in the UK around that time and I found that the heat, on top of the symptoms, was very hard to deal with. That weekend, things only got worse, and my mum was really scared, but after reading a lot of blogs and doing her own research, she realised that how I was feeling was just part of the process, and I think from then on, she was behind me all the way.

      Even when things were so bad back then, I was determined to continue living like normal and was adamant I was going to keep working, but in the end, I had to cancel shifts as it was just too bad. If I lived closer to work, I might have been able to manage it for a little longer than I did, but with a two-hour journey to get there, it was just too much. On Monday 24th June (nearly three weeks in), I really started going downhill and the red was spreading from my face to my neck with patches appearing on my arms and hands – my eyes were also continuing to get even puffier.

      On Friday 28th June, I went to bed just after midnight, but woke up a few hours later feeling extremely uncomfortable; over time, my sleeping pattern was becoming increasingly more fragmented. I got back to sleep after another few hours and the next morning, determined to keep living, I went to a shopping centre with my mum that was about an hour away. I was OK going there, but soon felt exhausted and so uncomfortable. My symptoms were also becoming increasingly harder to conceal – my face was very swollen and my eyes were so puffy that I felt like I had about eight eyelids. I remember taking my first photograph from withdrawal that day in a changing room and now, looking back, I wish I hadn’t waited three weeks to document my journey as I would have been fascinated to see how my skin changed every day. I think it was at that point I realised work was going to be out of the question for a while and as my mum said she’d support me financially, I gave in to how I was feeling and accepted that I couldn’t carry on as normal.

      On the morning of 1st July, after having the best night’s sleep since starting withdrawal, I felt so much better … until I looked in the mirror and got the biggest shock of my life. My face had swollen to such a degree that it had completely distorted my face and my eyes were two puffy slits I could barely see through. The colour of my skin was also so red in places that it looked purple. I remember the skin on my face had wept through the night leaving a golden crust in its wake and I could only move my mouth a fraction. I recall hiding behind the door to the living room and warning my mum not to get a shock when I came in, but when she saw me, she couldn’t help but suggest that she call a doctor and even though I wasn’t sure I wanted her to, I agreed. Unfortunately (or maybe fortunately), the only doctor available that day was the one I saw just before starting withdrawal who suggested I use Betnovate so I knew that was going to be a pointless trip as I was determined I was going to do this and didn’t want anything (or anyone) to stop me. I took an antihistamine and my mum bathed my eyelids and around my mouth with cotton pads soaked in warm water which meant I could eat, but it was still a struggle. By the afternoon, my skin had calmed down slightly, but I felt totally and utterly exhausted. The swelling in my face may have gone down a little, but my symptoms on the whole worsened.

      Exactly a month into withdrawal on Saturday 6th July 2013, even though I couldn’t work anymore because my symptoms were too bad, one of my close friends was having a birthday meal in London and I was determined to go. I remember on the morning of the lunch, my mum said whilst bathing my eyes that maybe I shouldn’t go, but I was adamant that I was – I mean, I felt terrible, looked terrible and hadn’t slept well in days, but I had one final shred of resolve that TSW wasn’t going to interfere with my life spurring me on. I ended up going and I remember the further into my journey I went, the worse I felt, and I have a rather awful memory of a man sitting next to me on the tube who looked at my face then got up and moved as far away from me as possible. I am not condoning his behaviour, but I think that probably gives you an idea of how bad my symptoms were at the time. Looking back, I definitely shouldn’t have gone. Whilst everyone was in pretty summer dresses and looked fabulous, I was in a plain tunic top which was the only thing I could stand wearing, and had three battery-operated fans on the table beside me to keep me cool. My friends were so supportive, and it was wonderful seeing them, but I felt so out of place being there and in reality, all I wanted to do was go home, take my tunic top off (as I couldn’t stand wearing clothes for long periods of time), and proceed to sleep and scratch for the rest of eternity. That was the last time I saw my friends for over two years. After that, I decided to come off Facebook and pretty much became a hermit as (1) I wasn’t well enough. (2) I really didn’t want to think about what I was missing out on and (3) part of me felt like I needed some real time away from things to properly sort my life out.

      During the first couple of months the red, swollen skin descended over my whole body, starting on my face and working its way south, and you can even see in photos the ‘rash’ spreading over time. The areas which got really irritated first were behind my knees and my back, but what’s interesting is that they were also the first places to get better.

      That summer, and those first few months of withdrawal, are now this rather weird blur, but I remember parts of it being truly horrific. I barely slept, I scratched (more like gouged at my skin) until I had created countless wounds, my skin burned – like someone had poured acid over me – and the entire top half of my body from my face to my lower back was weeping. I remember feeling at the beginning of withdrawal almost like a plate of jelly as certain parts of my body, especially my arms and lower back, were so swollen with unshed ooze that they would wobble as I walked. I would occasionally experience nerve pain which felt like little electric shocks, and the sensation of bugs crawling over my skin, and was pushed to a limit both physically and mentally that I didn’t know I could reach. Over the first few months of withdrawal, the UK experienced a heatwave – one of the hottest summers in years – which only added to my discomfort. It’s strange, but not once during that terrible time did I think about using steroids again and the worse it got, the more determined I became. I think I just knew I was doing the right thing and didn’t want to see doctors – I didn’t want to see anyone – I just wanted to get through it, which I knew I would eventually.

      Even from the beginning, I sensed it was going to take a few years to fully recover, but I thought my symptoms would at least gradually get better over time and at some point, I’d be well enough to resume my life. My mum thought it would take six months, and my friends assumed I’d be back within a year, but to try and fathom how long this process will take, and second guess symptoms, is the most fruitless, pointless endeavour during withdrawal. Being realistic kept me from giving up. As time passed, the more friends would ask very subtly if I was doing the right thing. I would say yes and that would be that. Thankfully, after a few months, the weather cooled, my weeping subsided, and some of the swelling died down. I slept as much as possible (which wasn’t a lot) and distracted myself by only watching positive things – anything negative I had to turn off immediately. I’d watch Jonathan Creek into the early hours and Father Ted, Graham Norton and Ellen DeGeneres if I needed to laugh.

      The first six months of withdrawal were hell and even though the weeping subsided, the itch didn’t let up one bit. I will elaborate on my symptoms in a later chapter, but looking back, I am amazed I was able to get through it. After that, even though my condition was still severe, I did start to notice small improvements and certain areas of my body, like my legs, were nearly back to normal. I thought at this point that I would have a gradual recovery, but just over a year in, I had an anniversary flare, which many experience through withdrawal. Thankfully, there was no oozing or oedema and I was finding that I was able to sleep more through the night, but that didn’t mean it wasn’t hard.

      

      
        
        YEAR TWO

        (Friday 6th June 2014 – Friday 5th June 2015)

      

      

      After my anniversary flare, things generally calmed down and my symptoms became more isolated to my face, neck, hands and wrists (where I mostly applied topical steroids) with smaller patches on my arms and torso, but it was around this time that my left ankle suddenly, without warning, started flaring badly. I also continued to experience the feeling of burning on my skin with occasional nerve pain and the sensation of bugs crawling all over my body. To this day, I still don’t understand why I had such trouble with my left ankle as I don’t think I ever applied steroid cream anywhere near the area. My ankle started getting progressively worse during the second year until it was swollen, weeping and intensely itchy. There were times I couldn’t wear shoes because of the swelling, and walking on it was too painful as the skin would just split. Even though my hands were bad during the first year, after my anniversary flare, they took a turn for the worse with symptoms very much like my ankle (swollen, bone-deep itching with wounds that wouldn’t heal) and there were times where the fluid and swelling left me unable to move them much at all. My mum started having to wash my hair for me – do everything for me really – and I remember looking at my hands almost as if I was having an out-of-body experience. I obviously saw how bad they were, but I don’t think I came to terms with the fact that they were my hands if that makes sense.

      My face was still bad, but thankfully not like the symptoms I experienced on my hands, wrists and ankle and more of a vanity issue at this point. I found my face hard to deal with mentally as even though quite a lot of the swelling had gone down and was surprisingly not itchy in the slightest, I was left with this thick, rubbery skin which made me look a little more like my old self than I had done since starting withdrawal, but slightly distorted and I was worried this was now my new face. I was terrified that my skin was permanently damaged and the elephant skin was what I would have to deal with for the rest of my life. Back in 2014, not many people were talking about the elephant skin – they definitely documented the itching, the weeping and insomnia, but not this weird stage.

      One more surprising guest star symptom which showed up uninvited to the party in the second year was excessive sweating. Like my ankle, it came out of nowhere and was definitely one of the worst things I experienced through withdrawal. After hearing about all my other symptoms, you would think a harmless bit of sweating would be a piece of cake … but imagine the feeling of saltwater going on an open wound (of which my body had plenty) and the feeling of being constantly damp. The other issue with it was that next to nothing could set it off – I’d just wake up drenched in it or I would talk on the phone and get slightly excited then start sweating. If it was just under my arms, it would have been OK, but this was a full body deluge of salty water.

      I remember the second year of withdrawal as this long, stagnant phase tinged with doubt, discomfort and fear and from about eighteen months in, I really started to question whether I would ever make a full recovery. Looking back over photos I had taken from the beginning of withdrawal, it was obvious I had come a LONG way, but after feeling like I hadn’t made any improvements for months on end, I was scared that this was it. I would then torture myself by looking at old photos pre-TSW and almost resigned myself to the fact that I would never look like that again. I always knew I was going to stick with TSW, but as time wore on, and I saw other people recovering quicker than me, I wondered if perhaps I was the one who just had ‘incurable’ eczema.

      As time passed, and my recovery appeared to come to a halt, my positivity and determination trickled away. Would I ever get better? I remember in January 2015 (about twenty months in), I was meant to go to the theatre. Arrangements had been made to make my journey as comfortable as possible (including someone driving me there and back), but on the day, I was just too unwell. My skin was burning, I found it hard to wear clothes for any extended period of time, my left ankle was too swollen to stand on, the sweating was ridiculous, and I was desperately itchy and just too uncomfortable to leave the house. I cancelled the theatre trip with my friend and let doubt continue to creep in.
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