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Foreword

I am so pleased to be writing a foreword to Zoe Mckenzie’s essential book on exercising well with an autoimmune condition. Movement is fundamental to living a healthy and happy life, however it can seem daunting when you are not feeling at your best. I know from personal experience that it can be challenging on so many fronts – you might be reluctant to get going with exercise, or have been told that you cannot, or perhaps you have tried it without the right guidance. This book provides everything you need to move forward into a regular form of exercise that works for you.

Zoe writes with compassion and understanding. Her exercise plans are supported by research, and will help you to move in your way, on your terms, for a better quality of life. Zoe draws upon her expertise as a physiotherapist, qualified Pilates instructor and personal trainer, as well as her deep personal understanding of what it is truly like to live with autoimmunity. Exercise has profound benefits on our physical, mental and emotional wellbeing and I have no doubt that implementing the suggestions found in the pages of this book will change your life for the better.

Emily Johnson

Author and Founder of Arthritis Foodie




Introduction:
I get it

The most frequent feedback I get from my clients is that I ‘get it’. Sometimes I wish I didn’t get it quite so much. I wish that I haven’t had to contend with so many medical conditions. But I have. And therefore, yes – I do get it.

I get the struggles of living with constant bone-deep fatigue. That heavy feeling of moving through concrete. I know that level of exhaustion, when even the walk to the kitchen for a glass of water feels impossible, no matter how thirsty I feel. I understand how even with the best understanding of pain psychology, pain can still be draining, all-encompassing and life-changing. I know how a sudden flare can put a stop to any movement, despite how motivated I may be.

I, too, experience the juggle of navigating an autoimmune condition while trying to live my life. It is ongoing, day after day, week after week, month after month. Living with ongoing health challenges is living, yes, and I’m grateful for that – but it is exhausting and draining. There is never a day off with regards to medication, supplements, medical admin, appointments, treatments and side effects. Just trying to manage my conditions as best I can takes up so much of my time and precious energy. I want to meet with friends. I want to work. I want to pull my weight, whether at home or in my relationships with friends and family. But chronic health conditions narrow that window of functioning, so narrowing the choices I can make. It can feel as though burning the candle at just one end is barely possible.

I have lower expectations of what is possible, compared to others of my age. And when my conditions flare, I have to lower them further still, until I’m down to the bare minimum. How then do you choose what to do (or what not to do) when you are already down to just the essential tasks? And how does exercise fit in with everything else?

At some point in the process, from when you first sought medical help for your symptoms to diagnosis and management, someone will have told you, ‘You have to exercise’. I hope the language used around this was non-judgemental, compassionate and understanding of where you are in your health journey. I definitely hope it wasn’t said in a way that was condescending, implying that you hadn’t already thought of trying to exercise – or with blame, if your attempts had not been constructive. And I hope they didn’t imply that nothing else can help you – that exercise is the only answer (it isn’t; it’s just one of many things that may support you). I hope, too, that they were able to refer you to a physiotherapist or group service to help you with how to exercise. That they didn’t just leave you wondering how you are meant to exercise when you are exhausted and in pain all the time. And I hope that your experience of medical advice and exercise has been positive, but I know from my own encounters and from the stories of many others, that exercise advice can often be counterproductive.

Let’s consider a typical scenario: you’re coming to the end of a long-awaited check-up with your consultant. You have answered honestly and opened up to them about how hard everything is, and how much you are struggling. At this point, the word ‘exercise’ is mentioned. Maybe they quote the generic guidelines of 150 minutes a week. Maybe they just encourage exercise in general. Either way, it is meant well, but frequently lacking in practical support – and there is certainly no psychological support. Healthcare for chronic health conditions is under-resourced in the UK. In particular, younger people with chronic health conditions frequently face a lack of options. So if you are lucky enough to have a medical practitioner who does provide actual support with your journey with exercise, hold on to them and feed back to them how helpful this was.

The independent health industry can be hard to navigate. You have realised you are going to need some support with your movement journey. You start to google and suddenly, your screen is filled with options, all promising to help you progress and change your life. However, the more you read, the less sure you become. Personal trainers and fitness professionals vary widely in their training and experience. It is very possible that a personal trainer hasn’t come across your condition before, and although this is not necessarily a reason not to work with them, it does depend on how they approach it.

You need a trainer who wants to learn with you: to read about your condition and, most importantly, listen to you. You will not be helped by someone who lacks experience or understanding of how health impacts your physiology and who gives you a plan set up for someone in good health, with no idea of how to adapt it to your body and how you feel. A trainer should be ready and willing to adapt any exercise session or programme to your level. Most of them love fitness and exercise, and therefore naturally struggle to comprehend what it feels like to live with fatigue and pain. Their programmes tend to get a person with chronic health conditions to do too much strength or cardiovascular work. And the consequences are far-reaching. Physically, this leads to a flare in symptoms; psychologically, it can cause depression and feelings of isolation and failure. The negative effects of inappropriate exercise are demotivating, and then most of us take the blame on ourselves: we are the failure and we are lazy. And we feel even more detached from the healthy world.

I am a physiotherapist. Training is standardised, quality checked, multi-layered and comprehensive. I believe physiotherapists are usually best placed to work with clients with autoimmune conditions. However, it does depend on what further training, courses and experience the individual therapist has undertaken and how their practice has developed. Some love hands-on work, whereas others take a completely exercise-based approach. Different methods – and therefore different physios – work for different clients. There are multiple other types of health practitioners, too: osteopaths, chiropractors, exercise physiologists, etc. The main thing when working with anyone is how that relationship feels to you. Trust your instincts, do your research, ask questions. Do they listen to you? Do they see you as the expert on your own body?

In addition to my physiotherapy and Pilates training, I completed a personal training course. Throughout the entire course there was only one mention of working with clients with disabilites. The lecturer said, ‘If you have someone in a wheelchair, try to think of exercises they can do sitting down.’ That was it! This is clearly grossly inadequate when it comes to chronic health conditions, but I am not here to criticise. Rather, what I hope to do is empower you, to help you believe in yourself. If you have had these experiences with exercise, it was not your fault. So be hopeful. Because there are ways you can reclaim movement for yourself.

Having said that, invisible illness does make things more challenging. If you turn up to your personal training session or Pilates class on crutches after an ankle sprain, they can instantly see and understand what you are dealing with and adapt your session accordingly. Walking in looking ‘normal’, but with invisible pain in various parts of your body is harder to understand and therefore it is harder to know how to adapt.

Then there is fatigue. Most people have encountered pain at one time or another, but fatigue can be more difficult to empathise with unless you – or someone you are close to – have experienced it. Everyone knows what tiredness feels like – we all get tired from work, from family life, from being busy. Maybe, someone of robust health has had a busy weekend of socialising, a rough night’s sleep and an intense workout, but with a good, restorative night’s sleep and perhaps a quieter schedule for a few days they can bounce back. The fatigue associated with chronic conditions is a different beast. It is the type of low energy where no amount of rest or sleep will help. We will go into fatigue more deeply in Chapter 11, but I think it is one of the most challenging symptoms when exercising, as we often feel ok in the moment, but then we are hit by complete physical and mental exhaustion, whether later that day or anywhere up to two or three days later. And trying to explain this to someone who thinks a warm-up is a jog and 100 burpees can be really challenging.

Pain management is another strand in chronic illness management. If you are fortunate, you may be placed in a condition- or age-specific group, which will hopefully give you more tailored advice. This can also be a great way to connect with others going through similar experiences, which, in itself, can be supportive and helpful. I was placed in a generic pain class where 90 per cent of the group were in their eighties with chronic back pain and therefore the advice was geared towards them. Sitting in an uncomfortable chair for longer than I could tolerate, being given vague, impractical advice was hardly inspiring, let alone helpful. Although not necessarily incorrect, the advice did not align with my goals, which were very different to those of my ‘peers’, which meant my rehab and exercise needs were vastly different, too. I found this demotivating and depressing and, sadly, many others I have come across have described a similar experience of these sessions. I do believe some of these services are improving and that with the right person organising and running the session they can be helpful and encouraging. Again, trust yourself: if you find the group you have been referred to useful, that’s great! But if not, that’s because it is not pitched at the right level for you. It is not because you are doing it wrong.

Another issue is the language and mindset around exercise. For example, if I see an article saying, ‘Cure MS with exercise’ I immediately dismiss it, as there is no current cure for MS, and the language used here adds pressure, implying you may not be doing enough or trying hard enough to get better if you are not exercising. However, if it says, ‘Exercises to support your body’ or, ‘Movement to improve your function with MS’, that is more appropriate. Living with any sort of chronic illness is really challenging and we don’t need more stress or extra pressure from being simply told to exercise.

Many of my clients often believe they are lazy or unmotivated and blame themselves, so we spend time exploring where those thoughts have come from. Frequently, they say they don’t like exercise, or don’t want to do it because of how it has been framed previously or the type they have done before. I believe that no one is inherently lazy. You are not weak if you have tried but failed to make progress. You are blaming yourself, but it is not your fault. You just haven’t been shown how to exercise with your symptoms and your condition/s in a safe, effective way that will fit in with your lifestyle, and in a way you can actually enjoy.

Exercise can still be fun with autoimmune conditions – not a form of punishment or something you have to grit your teeth to get through. The general perception of exercise is that it has to be extreme in some way: pushing yourself to the max, sweating, red in the face. As if any other level of effort does not count. But this is completely incorrect. All movement counts – and understanding this can make a big difference in steering away from the all-or-nothing mindset that often dominates the exercise arena. The main thing is to find out the real reason why someone wants to exercise and to focus on building a consistent routine that suits them.

I hate anything that’s preachy, bossy or implies that there is a right or wrong way to exercise. It’s about finding what works with you and your body. This book, therefore, will give you all the tips and tricks I have picked up from my experiences as a physiotherapist, Pilates instructor and personal trainer living and moving with multiple chronic illnesses. I want to do this with kindness to you and your body, so that introducing more movement into your life is positive for you, both physically and emotionally.

So here is my pledge to you:


• I will not preach or boss you around or add any pressure to exercise; this is important to me – this is a guide for when you want to exercise, to make it easier and more accessible.

• I will not dictate that there is a right or wrong way to exercise; we are all individuals, with different conditions (or combinations of conditions), pain thresholds, lifestyles and goals.

• I will not give advice around diet or weight management. I am not qualified to give out tailored nutrition guidance, nor would I want to. Nutrition is highly complex and varies alongside medication, supplements and dietary needs. Physical activity can have a role in weight management, but so many other factors also need to be addressed. In no way do I want to encourage unhealthy methods for losing weight or for promoting any kind of shame or guilt surrounding exercise and body size. All bodies are welcome here.

• I will not insist that you try movement if exercise is not an option for you right now. Perhaps you are coping with medical challenges or you simply do not have the headspace to add this to your toolbox right now. Nobody needs any more ‘shoulds’, pressure or stress in their life. Exercise is here for you whenever you feel ready to choose to move your body.



Beginning with my own journey, I will take you through the benefits of exercises to how to set yourself up with a consistent exercise routine that works for you. I will then guide you through strength exercises, with options in different positions, and mobility movements. I will give you the tools to be able to adapt movement to your fluctuating symptoms and talk through some of the challenges we face with our mindsets and movement.

I hope my guiding principles and experience from working with a wide range of clients all over the world will help you, whenever the time is right for you, to find your foundations and direction with movement to support you in living your life in the best way possible for you.
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