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Phil Sizer started his career in the gold bullion world. In time he discovered that people were more interesting than lots of big numbers and corporate life.


He moved to Scotland with the intention of doing something creative and wholesome in a wood or up a mountain. Instead he developed an interest in stress, health and wellbeing. This ultimately led him to the world of pain management where he has worked for the last 24 years.


Phil has a passion for bringing the topics of pain management to life. He has a rare ability to work interactively with groups combining discussion with stories, metaphors and humour, so that hard-to-grasp ideas come alive.


He combines his own approach with ideas from important therapeutic approaches including: person-centred work, CBT (cognitive behavioural therapy), mindfulness, trauma-informed work, ACT (acceptance and commitment therapy), solution-focused work, positive psychology, coaching and relaxation and visualization. Unusually he also brings a background in philosophy in to the mix. This all creates a refreshing, credible approach to his work that has helped many people over thousands of sessions.


Originally from the Cambridge area, he now lives near Edinburgh with his wife Gill and their eccentric cats, Noggin and Pogel.
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Foreword


First and foremost, I am delighted that Phil Sizer, our lead trainer at Pain Association Scotland, has been given the opportunity to write about the self-management skills and strategies he delivers with great passion each day to all those burdened with chronic pain. I am so glad that he is now sharing his knowledge here. I would also like to thank Neville Shone for facilitating the opportunity for Phil to produce this book. For many years, Neville has provided significant input to the work of the Association and continues to support this by being one of our valued patrons.


Chronic pain is a major individual, societal and economic burden. For most individuals with chronic pain, it is not about the length of time they have had the pain, but about the loss of function, loss of identity, loss of mental health and, indeed, for many, loss of hope (Eccleston, 2011, 2016). We see this every day in our work. People are often told by clinicians, ‘There is nothing more we can do for you’, but, although that may be true medically, it is not true of more general strategies. Remember, however, that no one is saying the journey will be easy or free from challenges.


The work of the Association is delivered through intensive self-management courses and local monthly self-management group meetings throughout Scotland, Northumbria and North Wales. Our service delivery is person centred and based on a biopsychosocial model. It is not just about the pain but, rather, the focus is on dealing with pain in the wider context of life, health and well-being. It is about looking at the impact that everyday events have on living with this long-term condition – the impact on relationships, work and social life, the effect of medicines and so on, and we provide a combination of learning and education with normalization and peer support. This helps our clients become less dependent on medical help and, instead, to engage realistically with ideas, discuss them, hear from those who have made progress, support those who are struggling and thereby integrate self-management into their everyday lives. Indeed, our self-management education and learning programmes are designed to meet this need and create a very can-do approach.


One of the mechanisms responsible for the improvements in health shown by those attending self-management programmes is self-efficacy. Self-management support has been defined as ‘increasing the capacity, confidence and efficacy of the individual’. The outcomes from our intensive courses and groups demonstrate that self-efficacy is increased and coping skills are maintained more effectively by those who go on to attend the monthly group meetings. Chronic pain and its impact cannot be ignored – it is a national priority, which is why the Association has continued to develop a valuable service through collaborative working relationships with respective National Health Service Boards and our service users.


Living from day to day with chronic pain can often be viewed as, in essence, dealing with a sense of grief – individuals’ grief for the person they once were and what they could once do within their work, social or family life. One difficulty is that the implications of living with this pain are often not visible to the outside world, which frequently creates a lack of understanding. On reading the book, you will very quickly see that your pain is believed, even though it may be invisible.


Sensitivity to pain is not a sign of weakness, and there is no reason to feel shame or guilt if pain appears to affect you more than it does other people. Many factors contribute to how disruptive pain is for us as individuals and many of these factors are out of our control. 


As no two people have the same experience, even if they have the same disease or diagnosis, the aim of this book is to help you take back control of your pain. Self-management is not easy; it is a journey and, unfortunately, chronic pain will not follow your plans – instead, it will change them quite significantly. Reading this book will, however, help you to look at what you can do, despite the pain, and be the change you want to see.


The final word from me should be a health warning: as you read this book, be prepared to question yourself over the difficulties of managing and living with this long-term condition, but also trust in the empowerment you experience as you begin to take back control rather than have the pain control you.


Sonia Cottom


Director, Pain Association Scotland




Note to the reader


This is not a medical book and is not intended to replace advice from your doctor. Consult your pharmacist or doctor if you have any worries or concerns about your health, and if you think you might need medical help.




Introduction


‘Chronic pain’ is a medical term that simply means long-term pain. The ‘chronic’ bit comes from the Greek word for time – chronos – and you will know all too well what ‘pain’ is.


The medical definition of pain is that it is ‘an unpleasant sensory and emotional experience’. That means there’s ‘ouch’ and a feeling of upset at the same time. This, of course, understates it, but that definition covers all pain. For example, if you hit your thumb with a hammer, it throbs and you may swear. In theory, pain is there to protect us, alert us to damage in the body and help stop us hitting our thumb with a hammer, but when there is a long-term condition, pain is not so useful. Many different conditions are associated with chronic pain, but regardless of the condition, and even if you do not have a diagnosis, the experience of living with pain in the long term is universally the same – well, quite simply, it’s a pain!


There are far more people living with chronic pain than you would think – it’s roughly the same as the number of white cars on the road (19 per cent). It is an enormous health and social welfare problem that often goes unnoticed because people look well, feel stigmatized and don’t want to talk about it. Chronic pain is notoriously hard to treat medically and has a huge impact on quality of life and well-being. Understandably, people often feel abandoned, isolated, helpless and hopeless.


The difficulty is that everyone is clamouring for more medical help. Of course, medical help is important to a point, but chronic pain is far more than just a medical condition. The focus on clinical approaches, such as painkilling tablets, injections of painkillers or anti-inflammatory medicines, and operations often means that wider issues, such as what is happening in your daily life, are ignored.


Obviously, we all want a cure for chronic pain, but medical professionals rightly say that a cure is unlikely, and this can be hard to accept. They also say that drugs often do not work as well as we hope and they always have side effects. They may say, ‘You need to manage it yourself’, but this is not something anyone wants to hear.


I have met thousands of people who have been told, ‘I’m sorry, there’s nothing more we can do for you.’ This statement can go off like a bomb in someone’s life. People often feel abandoned and fear that they are now on the scrapheap, but it doesn’t mean that all hope is lost: it just means that, from a medical point of view, no more can be done. lf you have been told this or this news is coming, or you don’t want to wait, then this book is for you.


One reason chronic pain is a nuisance is because pain levels vary day to day, often for no apparent reason. It’s therefore hard to plan ahead and easy to fall into the trap of going flat out whenever pain lets you, then crashing afterwards – flat out to flat out. This cycle of overactivity and forced rest, of booming and then busting, is very stressful. Stress and pain can feed off each other and create an unpleasant set of repeating vicious cycles. It’s no surprise, then, that chronic pain can take over your life. Everything in the day can be dictated by a person’s pain level, which can eclipse the things that makes them feel happy and fulfilled.


Looking beyond the pain itself, people often face many challenges that make a difficult situation worse. Stress, unemployment, anxiety, sleeplessness and low mood are all examples of the impact that a change in health can have, adding further limitations that just add to the already difficult situation caused by chronic pain. Dealing with those challenges is often the way to improve life, despite chronic pain. The approach outlined in this book is not a cure, but it does offer a way forward that is especially important if we are realistic and see progress in terms of improving the situation. It is aimed to help you manage and cope with your condition yourself rather than being wholly dependent on medical help.


This approach is often called ‘self’-management because it’s all about what you, and only you, can change. I am not, of course, suggesting that you start operating on yourself, creating your own potions or ignoring your doctor’s advice; instead, I am suggesting that anything you can do to improve your pain, your life or both is vitally important, and the sooner you do it, the better.


Defining progress solely in terms of pain level is a hard taskmaster, especially when the pain is not showing much change. On one course I led, a tuba player (and you don’t get many of those) kept saying to me, ‘When do we do the bit that gets rid of the pain?’ He was so fixated on the pain and getting rid of it that the pain was all he ‘saw’. He wanted solutions that would make his pain disappear instantly. His view was that everything was ruined by the pain, so the only solution was to get rid of it. Sadly, that meant he lacked the patience to do anything else, such as reduce his stress levels to help him defuse the pain bomb. It was a tough experience for both of us. He kept pushing and I kept disappointing him.


This book is about a longer-term, slower-burn solution that many people describe as a journey. That may sound corny, but it takes time to turn the supertanker of life around. This approach is not for everyone – or maybe it is, but how you respond to it depends on where you are on that journey. Even if you think this approach makes little sense and you cannot do it, it’s a step forward in the journey. Even if you vow you cannot do any of it, at least you will know that there is an alternative way forward.


Over the time I have been doing this kind of work, I have seen many different varieties of improvement: some people go back to work, others stay in work, some get on better at home, some find benefit in relaxation or get fitter through pacing, while others learn to be kinder to themselves. Some improve their sleep pattern, others say they feel more in control. Some take up a hobby and feel happier in themselves. Some plan better; others say that they have fewer flare-ups. Some take fewer medicines so have fewer side effects, while others say they feel more at peace. Everyone, though, says that they cope better in one way or another. Some even do see an improvement in their pain.


The reality of chronic pain is that we live with it – it’s not just a medical condition that can be easily cured, but something with long-term effects on life and how you experience it more generally. If we can make changes and live better with our pain, if we manage what we can and find a different way of thinking, something will improve. I hope this book will help you find ways to change your life and your thoughts so that, somehow, something will be different and, hopefully, better. Good luck!




Part 1


Understanding




1


Changing perspective




The man who invented the total perspective vortex did so basically to annoy his wife.


Douglas Adams, The Hitchhiker’s Guide to the Galaxy





When we have chronic pain, we tend to slip into blaming it for every problem we encounter. That’s not a surprise because it grabs our attention and shouts at us all day. Look at things differently, however, and you will see many other issues that could be adding to your load. Some of these will contribute directly to the pain, while others are issues in themselves that just make life harder. Sometimes it is the indirectly connected issues, such as relationships or being believed, that have the biggest impact.


What helps with chronic pain is adopting a wide perspective. This means looking at the whole of life, not just the medical aspects. When you do this, you may see something important that has been missed. You may find a solution to one bit of the puzzle and therefore improve the whole. Depending on what you find, this could make a huge difference. It might change your pain or it might improve your life and ability to cope.


In the late 1970s, there was a children’s television programme called Worzel Gummidge, about a scarecrow who comes to life. The bizarre bit that I remember was the scarecrow pulling off his grumpy, scary head made from a mangel-wurzel (a bit like a big turnip) and putting on another, far more charming one when he wanted to chat up the life-size fairground doll Aunt Sally. Even if you don’t remember the show, hopefully you will get the point about different heads for different situations. We need to do something similar and take off our medical pain-focused head (remember the tuba player) and put on a different one that we can use to see the bigger picture. There might be other heads too that will help break old patterns of thinking, but we’ll come to those later. First, we need to start seeing things differently.


When I meet people, I like to hear a bit of their story so that I can find clues to how to help them. Even a few words help. Sometimes there is an underlying situation that people do not think is relevant to their health. I hear many medically-related bits of information, but with my Worzel head on, what I’m really listening out for are stress and lifestyle issues. Major issues often hide in plain sight. They can be so close to us that we don’t see them – a bit like when all the children shout, ‘It’s behind you’ at a Christmas pantomime. In real life, if we are up to our necks in our situation, if our stress level is high, we can be so focused on a particular situation that we cannot see beyond it.


A lovely lady in Northumbria came to see me because her pain was ‘going haywire’, all this on top of the fact that her husband of 57 years had just died. ‘It’s the last thing I need right now’, she said. She had been to the doctor repeatedly and had had everything ‘checked out’, but the pain still remained strong. When we spoke, I suggested that perhaps her bereavement would explain why her pain was worse. She replied, ‘That’s so obvious, I don’t know why I didn’t think of it’, but at the time she was probably too upset to make the connection. Together, we looked at the next best step for her, which was bereavement counselling.


Sometimes we don’t see things because we don’t know they are causing difficulty. One grumpy lady folded her arms crossly and exclaimed, ‘Nothing you’ve said has worked – my pain is still bad and I still can’t sleep.’ When we talked about why this might be, she admitted that she drank at least 25 cups of coffee a day. I suggested that she reduce this number, as this would help tremendously. She wasn’t convinced: ‘I’ll eat my hat if it works.’ Happily, it did work – in fact, dramatically so. Her sleep improved, her pain reduced and she was calmer and less cross. When I asked about the hat, she claimed not to have any edible ones.


We live in a culture where we tend to put lifestyle and health in different boxes. Doctors deal with health and we ourselves live life. This division has occurred because healthcare is taken for granted as being free and able to deal with anything. With chronic pain, however, we discover that medicine has its limits. The new perspective we need to consider is one of putting everything together in one big box.


Sometimes we don’t see something because we are so used to it, it becomes invisible to us. Sometimes we don’t think there is a choice, and at other times we don’t want to see it in the first place. All these things can conspire to create a blind spot in our thinking. It is common to fight against limitation and carry on regardless. As I pointed out in the Introduction, so many people go flat out until they have no choice but to rest. When I point out the damage this is causing, they often say, ‘Wow, that’s me exactly; I hadn’t thought of it like that.’ Or they say, ‘My partner keeps telling me that, but I don’t listen.’


We cannot see much when we are hard up against it. As a demonstration, try holding up a hand about a couple of centimetres in front of your face – this may feel a bit silly but it’s worth it. With your hand this near your face, you cannot see much at all: it’s so close that you can’t see the detail of your hand, and you certainly can’t see beyond it. All you can see is what is to the sides. But move the hand further away and you can see it in detail, as well as seeing everything around it. As the saying goes, you can’t see the wood for the trees – and I’m sure this demonstration would work standing right in front of a tree as well. We will revisit this idea later when we look at stress and relaxation in Chapters 5 and 6.


When you step back and look at the bigger picture of life, you will hopefully see that there are more factors out there than you have thought of. These will often be issues that only you can address, sometimes with help, but ultimately you are in charge. Perhaps they are non-medical issues that make your condition worse or harder to cope with, such as stress at work or struggling to accept change. Everything is important simply because it affects you, and anything that affects you is relevant to health. As has been said above, health affects life, and life affects health. If you cannot change your health, try changing your life and seeing what happens. A lifestyle change is a part of the health jigsaw that only you can change, and it might be the very change that unsticks you.


Models of chronic pain


There are some important models that can be used to describe the bigger picture that I have been talking about. These are now appearing in textbooks and in PowerPoint presentations at conferences – an important step forward because it means that the medical world is changing and taking on a more holistic approach. This of course does not mean your pain consultant will be wearing a kaftan and doing yoga in front of you, but it does mean that he or she will recognize that life issues are important in dealing with pain. The model that most people working in pain services know is the biopsychosocial model (Figure 1.1). This simply says that life with pain affects people in a number of ways. I like to describe it as a map of life with chronic pain.


[image: A venn diagram displaying the biopsychosocial model, with bio at the top, social to the right, and psycho on the left.]


Figure 1.1 The biopsychosocial model (adapted from Engel)


‘Bio’ relates to our bodies and physical or biological aspects. ‘Psycho’, or psychological, concerns thoughts and feelings, and the ‘social’ bit is about other people. When I ask people to fill this pain map in, the busiest section is always the psychological sphere. I’ve found that frustration is the most commonly identified emotional issue. Anger, guilt and not being believed also tend to be added quickly.


My way of describing how this plays out is like this. You feel fine (bio), so you think that you’ll do some gardening (psycho). So you garden away (bio) and, after a while, you feel some more pain (bio), but think, ‘I’ve started so I need to finish’ (psycho) and, ‘What would the neighbours think? (psychosocial). So you continue gardening and fight against the pain (biopsycho) until you feel awful (bio) and have to give up. You go into the house feeling grumpy (psycho) and then snap at your partner (social). You are in pain and you have a grumpy evening (biopsychosocial). When you feel better again you think, ‘I’ll just finish that gardening’ (psycho). Your partner says, ‘Be careful – remember last time’ (social), which annoys you (psycho), so you think that you’ll show your partner you can do it (psycho) and, guess what, the whole process repeats. The simple act of gardening becomes a really big issue that is riddled with stress and expectation.


And it’s not just gardening – everything in life is in fact biopsychosocial. While I am writing this sitting in a chair (bio), I am thinking about what to write and worrying about the deadline (psycho), and also thinking about my cat, who is poorly (social). So it is easy to see that the biopsychosocial model provides an excellent way to describe the bigger picture. If something arises, we need to trace it through all the spheres. Also, a change for the better in one sphere will improve the whole picture.


Some people argue that there should be more spheres, such as environmental or workplace, where stress or money issues might arise. I agree. This is a good model because it looks at the big picture, but it is limited by its three categories. As a result, I have come up with an altogether messier ‘knot’ model that I am still developing. I know it’s messy, but life is like that. I have, however, had feedback that people with pain can relate to it and I also hope this knot model conveys some of the feelings experienced in living with chronic pain.


The big knot


I spent most of my childhood untangling knots. I’m not very good at it, though. In the 1970s, I used to fly double-stringed kites with my dad. These were fantastic, especially compared to the old box kites that just used to sit in the air doing nothing. I could do lots of tricks, dive-bomb my brothers and have a great time. But when the kites crashed, the knots were even more spectacular than the tricks. They took ages to untangle before we could fly again, and this seems to me be a good metaphor for life with chronic pain.


Living with any chronic condition is like a big tangled knot, with many issues wrapped around and entwined with each other (Figure 1.2). It’s not tidy. There are the symptoms of the condition, worries about the condition, physical limitations, frustration, worry about what people think, anxiety, sleep issues, much stress, dietary implications, low mood, beliefs relating to the pain, relationship issues, loss of fitness, fear of activity and difficulty accepting change. It also means that you cannot do the equivalent of flying your own kite while the strings are still tangled. This is the big picture of life with pain.


[image: A person amongst a tangle of strands, each labelled with a different issue that surrounds chronic pain. The labels say: pain, stress, isolation, work issues, fatigue, relationships, sleep, confidence, boom/bust, acceptance, depression, finance, diet, frustration, guilt, the past, anxiety, medication issues, and other conditions.]


Figure 1.2 The big knot model of chronic pain


Living with a downturn in health means that you have more on your plate (a bigger knot) than you used to. This, in turn, usually means more stress, and we all know that stress heightens our emotions and makes pain worse. Bear in mind that part of the knot might have been with you for a while. For example, a change in health may be the straw that breaks the camel’s back of a difficult relationship.


The picture can be confused by the fact that pain tends to get all the blame for the situation. This is not to say that the pain isn’t a central factor, but often the whole knot gets labelled as ‘pain’. The symptoms of your condition are probably the most obvious strands in the knot, and they are the ones you go to the doctor about. But they are not the whole knot, and it is easy to get tied up with the pain strand and lose sight of everything else. Sadly, that’s what my tuba player was doing.
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