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            This book is dedicated to all of us unwilling members of the pain tribe who fight every day to be the best we can be.

         

      
   


   
      
         
            FOREWORD
      

         

         It gives me great pleasure to be invited to endorse Living with Chronic Pain, From OK to Despair and Finding My Way Back Again. I have been aware Dawn was writing this book for several years and have been looking forward to the day I could read it. I was captivated from page one. Dawn drew me in with her easy conversational style. She also brings a unique perspective to the literature on pain as she has the experience from both sides of the health care system. That is, she has serious and complex health conditions which cause her chronic pain and secondly, she has worked as a health professional for more than thirty years.

         When I founded the Australian Pain Management Association in 2009 my mantra to myself (it kept me sane) and other patients was: 'Your pain is real and there is a physical cause. You are not making it up!' The big change came for me when I learnt that it 'wasn’t all in my head' but my brain was/is sending the pain through the network of nerves to my leg and foot even though these are numb but otherwise basically fine. My focus changed from wanting it fixed to: 'I can band together the skills and habits that work for me and keep at it every day.' My pain is now five or below (out of ten).

         This book explores the critical issue of chronic pain which affects more than 3.4 million of us in Australia. Back pain is the leading cause of disability both here and globally. Ongoing pain causes enormous suffering for the patient but also for their family and friends. It is common for Australians living with chronic pain to develop depression and they are twice as likely to take their own lives. Dawn was not immune to the ravages of chronic pain ‘when the pain took charge’. Medication didn’t work at all, every movement was beyond endurance, she was unable to talk to loved ones and panic stricken that the doctors had no more tricks left. Reading Dawn’s raw account of her worst agony and indignity vividly demonstrates the depths of the physical and mental anguish of chronic pain. At this nadir, when Dawn was most frustrated by the usual hospital clinicians, it was a hospital physiotherapist who listened to what she really needed and that encounter commenced Dawn’s very gradual and ongoing rehabilitation.

         Dawn’s story may well become your survival guide. Alongside her personal story of pain also sits the narrative of self-care. There are not enough specialised pain clinics to help everyone with chronic pain so self-help is critically important and can lessen the slide into distress and incapacity. In this book, Dawn’s journey illustrates how self-help can be effective and empowering when it is combined with the strategies given at health appointments. Dawn learns to walk beside her treating health professionals, working in partnership rather than expecting them to come up with the answers. As she says, 'I got control of my pain.' That’s empowering for all of us!

         You can have a lot of pain even when the body has healed. This is often a hard concept for patients to understand and accept … it was for me. However, gaining a sense of pain as a complex ‘thing’ can lead to the evidence-based therapies making more sense. This book presents the central elements of Acceptance and Commitment Theory and Cognitive Behaviour Therapy amongst others in a bright and engaging way. Discovering that thinking affects moods, and both affect pain can be an important part of the plan leading to managing the worst aspects of pain.

         This book is also for health professionals working with people with chronic pain. If you want great insight into living with pain from an author who also speaks health care language and believes in evidence-based medicine, then this book is for you. This book goes a long way to improving understanding of people who live with pain and the stigma we face.

         Finally, if you are a loved one, friend or colleague of someone who lives with the unpredictability of chronic pain, Appendix 1: Behind the Mask: Conversations and Interviews is for you. In this chapter, Dawn’s foster daughter, Shae, a nurse, gives her account about watching her mother in agony and feeling feeble and unable to help. In my opinion, she helped a great deal as being there really helps. This is one of several fascinating interviews and windows into how pain affects these brave and persevering individuals.

         Your pain is real and there is a physical cause. You are not making it up!

         I am sure you will get much assistance and insight from this book.

          
      

         Elizabeth Carrigan
      

         Chief Executive Officer

         Australian Pain Management Association

      
   


   
      
         
            TESTIMONIALS
      

         

         Living with Chronic Pain, From OK to Despair and Back Again is a compelling autobiographical account of life with chronic pain, that will be invaluable to a wide audience. Written by a clinical counsellor from the interface of her personal experiences and professional background, it articulates the need for professionals to address the whole person, not just the parts, and understand the many-faceted enemy that pain can be for chronic sufferers. Equally, it role-models for pain sufferers, the mental strategies and self-reflection process that make what can be overwhelming, ultimately manageable. And last but not least, of course, sufferers who find it hard to get out the words that will help those around them understand might want to share their copy with (or buy one for) friends and family, as it speaks the common language of 'the pain tribe' of which Dawn, like all sufferers, are 'unwilling members.' I can see my pain clients in every line.

         Dr. Travis Gee, Psychologist,

Pain Specialists Australia, Melbourne

          
      

         As a physiotherapist, I feel anxious when I go and see people with chronic pain. I know what I am going to say and how well I say it can be difficult. I know translating new knowledge without inquiring into a person’s experience of what and how living with chronic pain is fraught. When I can drop this agenda and allow time to talk about their experience we can get somewhere. Dawn's book, by making this process so clear, gives me and other practitioners permission to step outside our dogma and prescribed roles to join together for a different experience to emerge. These safe conversations are only possible due to Dawn's generosity and courage and how she enables her experiences to be felt, shared and understood. It is only through this new understanding of how it is to live with chronic pain that we can continue to work in what is often a complex and intense human experience for both practitioner and the person with chronic pain.

         Sharon Barlow, Physiotherapist

          
      

         Despite Dawn and I having different 'causality' to our spinal and chronic pain, we share many similarities as women, mothers and partners. This raw, honest and refreshing personal account of both chronic pain and the harrowing impact to life – attempting to maintain a career and humanity is undeniably pivotal in the acceptance of chronic pain and finding a life thereafter.

         Sumarah, Chronic pain survivor

          
      

         Finally, a raw, authentic book that shares the real challenges of living with chronic pain. Dawn’s insights into how her life was challenged, how stigma and guilt became all-consuming, and how she has turned it round to help both professionals and those living with chronic pain to identify what they need from family, friends and health professionals, makes this book the bible for everyone who knows or works with people living with chronic pain.

         Jan Sky, Neuropsychotherapist, Clinical Hypnotherapist and developer of ESI Mapping

          
      

         I believe this book fills a valuable part of the puzzle about the relationship between chronic pain and depression. What Dawn has done with her experience is provide validation for others who are going through the same or similar illness. It lets them know they are not alone. I would like Dawn to speak at insurance industry conferences, so advisors and agents have a better understanding of the support needs of their clients.

         Ben Wilshire,

Lion and Shield Insurance and Financial Services

         
            	
                  Thrive and survive with this wonderful chronic pain chronicle.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

               	
                  Smile in recognition, and cry with this book, but most of all, learn about chronic pain and the way out of suffering.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

               	
                  Enter the shadows of chronic pain and then emerge into the light that you will be able to switch on yourself.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

               	
                  This book is a clear window into chronic pain and the image is sharp. Contemplate too, the bright horizon.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

               	
                  Take this surprising voyage of chronic pain; into your work in the clinic or into your life as a patient.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

            


         Elizabeth Carrigan, Chief Executive Officer,

Australian Pain Management Association Limited (APMA)

      
   


   
      
         
            INTRODUCTION
      

         

         
            It's all in your head – they said!
      

         

         Welcome to sharing my thoughts and experiences of love, life and chronic pain. And while this is definitely my story, I know that there are many parts of my journey that will resonate, because sadly, chronic pain is now in epidemic proportions. One in five of us experience chronic pain in our lives and after 60 years of age that figure goes to one in three. So, you are likely reading this either because you have to live with chronic pain, or you know someone who does.

         I originally titled this book When Everything Changes – Walk with Me because since my first book Nothing Changes if Nothing Changes was published in 2008, there have been numerous changes in my life – both personally and professionally. But I wasn’t sure you would pick the book up with that title. I was concerned it wouldn’t hit you between the eyes enough and make clear exactly what I wanted to share with you in this story. But I hope you do walk alongside me as you read this, as I hope to walk alongside you, sharing my experiences, those of a few other chronic pain sufferers (or do I say ‘survivors’?) and maybe even reflecting the experiences of you, or someone your love, who is living with chronic pain. Importantly, my motivation behind writing this book is to share experiences that are not often discussed, a bit like the elephant in the room. I don’t want to talk about the medical side of pain – my story is about the social and psychological impact, specifically non-specific or non-disease related chronic pain. I share with you the changes in my life as chronic pain became the dominant factor; as chronic pain invaded my body over the years, the changes I had to make, the changes I chose to make and my final acceptance that I have, and can live with chronic pain.

         I have always been a believer in ‘mind over matter’; if we are mentally focussed and positive, so much can be achieved. I know that some people are more motivated than others, maybe due to personality differences, maybe life circumstances, or perhaps a combination of both - you know, the nature/nurture argument. I happen to be born with a subtle determination to succeed even though I don’t think I was conscious of this until my early 20's. I have been branded as having an 'A' type personality (ambitious, organised and perhaps a little impatient). Maybe some of us are just naturally more positive in attitude and outlook than others – the glass half-empty, half-full scenario.

         Yet in 2013, half-full seemed an exaggeration and a mockery of my life. My back pain was constant and exhausting, possibly an accumulation of multiple surgeries over my lifetime, and a riding accident when I was 14 years old. I struggled to find even a drop of joy, let alone a puddle to grace the bottom of a glass. Recurring bouts of pain left me desperate and exhausted, in what was to become the beginning of a new chapter in my life, a chapter that told a story, my story of flare-ups, brain fog, fear, distraction, absorption, isolation, exhaustion, constant pain that never left me day or night, and on a frustrating medical merry-go-round in a desperate bid to find answers. Inevitable fights with Google and all the legitimate and less favourable research out there only served to confuse me even more.

         And suddenly – no, not suddenly, in fact it was a slow insidious build-up that was wearing me down until I finally reached my tipping (or should I say, crashing) point, I didn’t have one positive thought in any cell of my body. I knew I didn’t want to continue my life this way. I felt a total burden, a waste of space, a thief of quality air that others were better able to utilise. And the biggest, calmest thought was that I wanted to kill myself. That was a much easier and bearable option than the current recurring situation. I wasn’t being dramatic or attention-seeking. Actually, quite the opposite. I was fed up with the attention which was no longer about the fun-filled Dawn, the intelligent Dawn, the animal-loving Dawn, the caring Dawn or the interesting person. No, all the attention from myself and (I believed) others was based on my pain, my inability to socialise anymore, and my complete loss of confidence in my world as I knew it.

         I felt a burden to my husband and my children, and it wasn’t safe to be around the grandchildren for fear that they would get freaked out by the intensity of my pain. Entertaining the idea of travelling to see my family in the UK became a total farce. The only non-judgemental aspect of my life was being with my gorgeous dogs, despite their walks being significantly curtailed. Not the same for our four lovely goats however, who got the raw end of the deal. As my ability to look after them became erratic and unreliable, we sadly had to rehome them. So why couldn’t I adopt my life-learned approach of thinking positively and resolving the issue? I was exhausted. Exhausted from constant pain, exhausted from no more answers and as each day offered no way out or what I considered a quality way to cope with the pain, I truly had nothing left to draw upon.

         My pain isn’t related to a specific disease like cancer, so it was more difficult to understand the ‘why’. I refer to this as non-disease-related chronic pain (NDRCP), a phrase which probably applies to many sufferers in Australia. I have also heard this referred to as non-specific chronic pain so I am assuming these terms are interchangeable. I was also on significant amounts of medication which meant I wasn’t able to think clearly – or was it the pain causing that? One of the medications was for neuropathic pain, but also an antidepressant. Even with that supposed chemical support, nothing was changing. I had had all the surgery I was prepared to undergo, attended pain clinics and pain-management programs, drawn upon my knowledge of cognitive behaviour therapy, lifestyle changes, nutrition and sleep hygiene, exercise etc. and I was still in the same place!

         And so this book. Whilst there is acknowledgement for the need to address NDRCP in a multidisciplinary fashion, in my experience little seems to be available regarding ongoing support. You see, the very nature of NDRCP means it’s not going away soon – if ever. We exhaust every known avenue of doctors, medication, chronic pain specialists, rehabilitation, pain clinics, pain programs, physiotherapists, psychologists, naturopathy, homeopathy, Pilates, swimming, acupuncture, diversion therapy – the list goes on, and so for many of us does the pain.

         So what would be useful to those of us for whom NDRCP is going to be as much a part of our lives as the air we breathe and the ground that we walk on? What is the support gap that needs filling to help live a worthwhile life again?

         In order to answer this question, it is important to understand many of the elements that NDRCP affects in our lives. I realised that living with NDRCP is similar to living with constant grief and loss, the subject of my doctoral thesis some years ago. We have to learn to adapt to ‘the new normal’ and each of us will do this in different ways. One thing is for sure, leaving us unsupported to cope after we have been through some, or all, of the above efforts to resolve our pain has the potential to actually create more negative and depressing thoughts and behaviours. After all, if we have tried everything we could find and still feel like this – what hope is there?

         This is where I can come in.

         Sharing my lived experience, my professional expertise as a clinical counsellor with a clinical and academic interest in loss and grief, I hope my story will resonate with those with chronic pain: the sufferer, and those living with the one suffering. I have written this book from the heart in the hope that my story, my voice, helps other chronic pain sufferers, and so their families and friends also have their voices heard. I hope that through my journey I can help validate and authenticate the challenges and discoveries that we reluctant members of this unwanted pain tribe experience.

         Intentionally, this book is NOT a ‘how-to’ guide. There are a few good books already available in that genre, but when I was in agony, exhausted and feeling so alone, those books seemed to be referring to 'the others’, not me. However, I have provided a list of reflections at the end of each chapter, some insights into what I have learnt and what you can possibly do to alleviate your journey as a sufferer or someone who lives or works with a person in chronic pain.

         On reflection, part of that difficulty I had early on in dealing with my chronic pain was that I was asking the wrong questions, using the wrong words. I was desperate for someone to find an answer to my situation. Instead, I needed to look for a way to manage my condition and my life that had been so critically impacted by the constant pain. I had to have my condition validated, to be believed, to hold my head up high and find hope again.

         This book is not an academic exercise, nor does it intend to explain pain in great detail. This is my account of joyous times, desperate times and discovery. My life is once again rich and full of opportunity, though not void of the unpredictable, the fear and frustration of the inevitable flare-ups and invasion into my physical and emotional space. I hope that by telling my story you will gain some insight into how NDRCP affects many of us, and that you and your families can have a greater understanding and more open conversations about this life-changing condition and how we can support each other.

         Making sense of pain is a godsend. It’s the beginning of believing in a better future.

         But let me start at the beginning …
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            MY ROAD MAP
      

         

         
            When we least expect it, life sets us a challenge to test our courage and willingness to change; at such a moment, there is no point in pretending that nothing has happened or in saying that we are not yet ready. The challenge will not wait. Life does not look back.
      

            Paulo Coelho
      

         

         I never realised how important a road map could be, especially to someone who has an innate inability to read maps and is forever grateful to live in a world where technology has provided us with a GPS. My road map has been both my lifesaver and my life challenger. My GPS hasn’t always sent me on the correct route. It bears the name ‘my flower’. Meet my stomach scar, a much more delicate and gentle vision than the harshness and confusion of a map, especially as flowers make me smile, bring me light, joy and happiness. Maps cause me confusion and anxiety, get me lost and feeling inadequate, confused, and like I’m going around and around in circles.

         I carry it with me every day, have done since I was ten days old and it has grown bigger and more complex with each year of my life. I wear it as a badge of life, not a badge of honour but a mark of my inevitability, my unique passage through a world of challenges and pain. In the days of midriffs and bikinis, I was never able to dress like my friends, my flower being a drawcard for eye focus, and then aversion. It’s a complex course, less clear than the Monopoly board taking you through the streets of London, or the Tube map guiding you through and across its complex rail and tunnel systems. No, my own personal map is one that got me lost every time, most years offering yet a new direction, new links and connections to its platform – platforms that I didn’t choose to wait on. One thing was reliable though: whilst I would often get lost trying to navigate my way around the many twists and turns now tattooed on my stomach, I would always end up at the central point, that being me, the confused, messy cluster in the middle from where most roads led and all returned.

         When my two daughters reached the age of enquiry, that beautiful innocent wonder when they realised not all things were the same, rather than becoming critics, they were still at the stage of acceptance, of seeing things for what they were, without judgement. Of course, they only ever knew me with my scars. One day Taryn and Kara asked why my tummy was different to theirs, and why I didn’t have a belly button like they did. The road map analogy seemed a little out of their ken, so I told them I was so lucky. I have this flower that is always with me, that makes me smile and is my lifeline. My flower needs to be loved and cared for every day, watered in the shower; by looking after it, my life and its life are totally intertwined, connected by a life force that is mine and mine alone. How lucky was I to carry something with me at all times, something so beautiful and special. I told them we all have our own unique beauty, something that we have to look after ourselves and then it in turn will look after us. For some, it’s a physical thing that everyone can see, for others it’s something deep inside, something connected to their heart and soul. That seemed to satisfy them for the time being and my road map became lovingly known as ‘my flower’ from that day forth.

         But flowers don’t bloom and sustain themselves all year round. Mine was no different. It saw many a challenging season, a time when it struggled to survive and needed new input, new fertiliser to stay alive in this harsh world. My flower has seen 16 seasons of change, 16 different surgeries creating new directions in both a physical and psychological direction. It was only in my mid-50’s that I realised how this flower, the seasons, the confusing road map, has affected my life. It’s only now that I understand how, with so much of my stomach removed, sewn up, connected and reconnected, my back pain is intrinsically connected to these imposts. After all, how can my back hold itself strong and upright when all my core muscles have been ravaged since day ten of their very existence! My neural pathways were compromised from very early on. The connection seems so obvious now that I have learnt so much about chronic pain. But these connections were never made for me over all the years. Link that with my accident when I was 14 years old, and yes, my pain makes perfect sense.

         Reflections from this Chapter
      

         
            	
                  Chronic pain is often a learned experience resulting in learned behaviours. This also means that there is an opportunity to unlearn behaviours and discover new ones.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

               	
                  Recognising that we are unique, with our own journey to navigate, is a key to being in control.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

               	
                  The brain can default and once we know this, we can learn how to set it back on the right pathway.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

               	
                  Do you understand the connection between past experiences and your chronic pain? Reflecting on this is a good start to finding a way forward.
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
               
            

            


      
   





2

MY FIRST 20 YEARS




It is not in the stars to hold our destiny but in ourselves.

William Shakespeare



I believe my destiny was rubber stamped on 19 January 1959, ten days after I was born. My parents named me Dawn, and it’s only in recent years that I have come to appreciate the meaning of my first name; the beginning of a new day, hope, fresh starts, new possibilities. There were times when I thought it was given to me as some sort of joke, a way of mocking my very existence, the fact that I had to keep facing another day, another round of desperate agony.

My entry into the world was perfect – full of joy and happiness for my parents, completing their family of three children. However, ten days later I developed a bowel blockage and required emergency surgery. This set a pattern in motion, a destiny that was to be my path through life and shape the person I am today. I had the first of multiple surgeries over my lifetime, with a bowel resection and a colostomy bag for the first three months of my little life. What a disruption for my family: Mum’s otherwise perfect life was suddenly thrown into upheaval. Although she was fortunate enough to have au pairs, home help and close family support, she still had the emotional anguish of her newborn daughter being so unwell, in hospital for three months and having to be a mum for my siblings, Lorraine and Gary, who were only fifteen months old and four at the time. Not exactly the picture of maternal bliss she had in mind.

As a child, I enjoyed the love of both my parents and the security of a comfortable and happy home, embracing family and community within a Reform Jewish culture. I was given every opportunity to develop as a well-educated, caring human being. I loved playing with my golden Labrador, Shandy, starting my lifelong love of dogs. Shandy was my best friend, always there for me, comforting me when I was often stuck at home, missing school, parties or what seemed like all the fun events after having had one of my numerous stomach surgeries due to bowel blockages and adhesions; legacies from all the operations. Shandy always knew how I felt. He always understood, made me feel special and loved during those dark days of loneliness and pain.

When I was twelve, I decided to take up horse riding. My parents were dead against this, believing that it was a dangerous (and smelly) sport and that I had enough challenges to cope with, but nothing was going to stop me. I spent all weekend at the riding school in Totteridge, mucking out the stables and grooming the horses in order to earn an hour’s lesson a week. I loved the heavy, musty aroma of horse and straw, the constant hum of teenage girls’ chatter as we groomed, tacked up and lovingly tended the horses. There was a camaraderie, a shared passion for these magnificent animals. Some years later, I bought my favourite horse, Carnival, and he was stabled on a nearby farm along with two other horses, Caesar and Bonus.

One Saturday morning started like any other on the farm. It wasn’t a show weekend, so we had decided to do a bit of training. I was asked to lunge Bonus, which involves the horse moving around you in a circle so one can observe their gait, help them burn off some energy and improve discipline. Everything was going well until suddenly Bonus threw his head up and, with mud and dust flying, pawed the ground with his front left hoof. Once, twice, three times he threw brown balls of earth into the air, eyes wild, nostrils flaring. I heard a heavy, loud, almost wild snort, and within a moment a thundering sound accompanied by four thundering legs came directly at me, knocking me flat in the mud. I was stunned physically and mentally. As I tried to get up, Bonus turned, snorted and pawed the ground once again, a crazed look in his eyes. Then he knocked my half-elevated body flat.






	
	


	
		Vážení čtenáři, právě jste dočetli ukázku z knihy Living with Chronic Pain: From OK to Despair and Finding My Way Back Again.

		Pokud se Vám ukázka líbila, na našem webu si můžete zakoupit celou knihu.
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