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Melissa McConaghy FACP holds a Master of Health Science in Neurological Physiotherapy and is one of seven Specialist Neurological Physiotherapists in Australia. She became the youngest Fellow of the Australian College of Physiotherapists in 2010. She is the past Chair and National Representative of the NSW Neurology Group for the Australian Physiotherapy Association.

Melissa is a passionate advocate for exercise and rehabilitation and is the Managing Director and founder of Advance Rehab Centre and PD Warrior, both based in Sydney.


About PD Warrior

Melissa developed PD Warrior, an Australian first, with her colleague, Lynn Tullock, over an exciting two-year period of researching, modelling, and testing the latest scientific evidence regarding neuroplasticity and exercise. Lynn is a neurological physiotherapist and Clinical Director of the Advance Rehab Centre. Since 2001, she has had a special interest in the field of neurological rehabilitation, particularly Parkinson’s.
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Disclaimer

The aim of this publication is to provide information of a general nature across a variety of general settings, situations, and circumstances. The information herein is intended only as a guide and does not provide specific advice or replace advice provided to you by your medical professional or other specialist in the area.

This book is written on the understanding that the author is not engaged in rendering medical services and that the book is not providing advice for specific situations. Specific medical advice should be sought by any suffering from Parkinson’s before implementing anything in this book.

The author and the publishing services providor accept no responsibility or liability for the actions of any person who may use the information in this publication.



Introduction

How you live with Parkinson’s is up to you

The intention of The New Parkinson’s Treatment: Exercise is Medicine is to introduce you and other interested parties to a revolutionary new approach to the treatment of Parkinson’s called PD Warrior.

Neurologists and other health professionals are referring to PD Warrior as a ‘game–changer’ and, since its launch in Sydney, Australia, in April 2012, it has grown exponentially, with extremely successful outcomes and widespread popularity.

The philosophy behind PD Warrior is that exercise, education, community, and a life–long commitment to fighting the symptoms of Parkinson’s cannot be underestimated. If you have Parkinson’s and you are not doing PD Warrior, you are likely missing out. PD Warrior gives you an opportunity to fight the symptoms of your disease and to slow the progression down, to take control of the disease and your life.

The book is designed for:

• People with Parkinson’s who are curious about the potential of PD Warrior

• People already doing PD Warrior who want to learn more about the theory underpinning the program

• Family and friends of people with Parkinson’s

• Health professionals interested in learning how to deliver PD Warrior

The aim of PD Warrior is to help you develop a greater state of physical, mental, and social wellbeing. If you have recently been diagnosed with Parkinson’s, you are not alone – thirty-two people are diagnosed with Parkinson’s every day in Australia and the number is rising by about four per cent each year. There is currently no cure, but it is rarely terminal. Parkinson’s is simply a condition that you live with. How well you live with it is determined by whether you are at your best throughout the different stages of the condition.

Traditional approaches to managing Parkinson’s have improved vastly over the last few decades. It was in the 1960s that Levodopa medication was first introduced, and it changed entirely the landscape of how Parkinson’s is managed and treated. Since then, apart from neurosurgical techniques, such as pallidotomy and deep brain stimulation, there have been relatively few breakthroughs in therapy and management.

Until now …



In the last few years, there has been a growing body of evidence showing that exercise may play a fundamental role in protecting the brain and stimulating the most efficient movement pathways possible. It is this capacity for the brain to re–organise itself and learn, called neuroplasticity, that lies at the heart of PD Warrior. PD Warrior is a sophisticated combination of intensive physical and mental exercises that harnesses the brain’s ‘plasticity’ to help you to move better. It may also have an effect at the cellular level on disease progression. Exercise is medicine, and when prescribed correctly, it is an incredibly powerful tool.

The New Parkinson’s Treatment: Exercise is Medicine is a must read if you have been newly diagnosed with Parkinson’s or are in the early stages. PD Warrior has given people hope that there is indeed life – quality of life – after a diagnosis of Parkinson’s. Parkinson’s once robbed people of their independence, dignity, and enjoyment of life. Today, the situation is quite different and your approach to living with Parkinson’s is pivotal to your wellbeing – maintaining mobility and cognitive function are absolute priorities.

As a neurological physiotherapist, I have been treating people with Parkinson’s since 2000 and have seen the very dark days some experience. It doesn’t have to be that way. PD Warrior is not a cure and doesn’t propose to be one. What it is, is very hard work, but often with amazing results. In all the years I have spent treating people with Parkinson’s, I have never seen results from any other treatment equal those achieved with PD Warrior.

This book strives to answer the most common questions people ask about their diagnosis and how PD Warrior can make a difference. Examples of these questions, which will be discussed in greater depth further on, include:

1. What does a diagnosis of Parkinson’s mean?

Being diagnosed with Parkinson’s can be a terrifying experience, especially when combined with misinformation and a graphic imagination. Most of you probably merit a doctorate in Google searching by this stage! This book helps put this diagnosis in perspective and demonstrates that, from here on out, how someone responds to being diagnosed with this condition will determine more about its progression than many other things.

2. What options do I have for treatment?

Traditional therapy for Parkinson’s has revolved largely around medication and compensatory movement strategies. For a select few, brain surgery has also been recommended. PD Warrior challenges the status quo and promotes exercise as medicine as an early intervention strategy. Used in combination with optimal medication dosing, PD Warrior has shown dramatically superior results versus traditional therapy and medication alone.

3. My symptoms are still really mild; do I really need to do PD Warrior?

Most often, even in the very mild stages of Parkinson’s, people have already started to modify their life around their disease: subconsciously avoiding social activities, modifying the clothes they wear to avoid buttons and zippers, changing the food they order in restaurants – subtle adaptations they may not even be aware of. Without treatment, they will continue to give up the things they enjoy. PD Warrior can help you to recognise these signs and, most important, learn how to fight the symptoms and get back into life. Think hard. What have you already given up?

4. Is exercise helpful for people with Parkinson’s?

New research in basic neuroscience reveals that exercise may be the only ammunition we currently have to slow down the development of symptoms. However, general exercise by itself is unlikely to be sufficient to slow the symptoms of Parkinson’s down. Instead, precise exercises targeting the symptoms need to be the focus. This book provides a step–by–step exercise program specifically designed and shown to improve the quality of life and movement for people with early–stage Parkinson’s.

The New Parkinson’s Treatment: Exercise is Medicine is the collaboration of the current literature available with nearly two years of clinical practice and modelling and feedback gained from the PD Warriors themselves who have truly shaped PD Warrior. Although based heavily on the science and evidence, this book has simplified the concepts to make for easy, straightforward reading. If you are interested in the specifics in the literature, there is a comprehensive reference list provided in the back of the book.

5. How do I get started with PD Warrior?

The New Parkinson’s Treatment: Exercise is Medicine is a clear guide outlining precautions to exercise, what equipment and space is required, how to stay motivated, and helpful hints and tips to get started. PD Warrior is understandably best begun with an onsite assessment performed by a certified PD Warrior Instructor (http://www.pdwarrior.com/locations) and being introduced to the PD Warrior principles and the core exercises through several one–on–one sessions with an instructor; however, this book enables you to effect your own do–it–yourself (DIY) program.

The New Parkinson’s Treatment: Exercise is Medicine discusses the traditional experience and treatment of Parkinson’s and introduces you, the reader, to the innovative perspective and approach of PD Warrior. It is recommended that you read it cover to cover before doing the 10–Week Challenge, because understanding the principles of PD Warrior is necessary to ensure a safe and successful outcome.

6. How will I know if it’s working?

The crux of PD Warrior is its 10–Week Challenge. (You will learn more about this in Chapter 9.) If performed correctly, it can produce stunning results. The PD Warrior framework in this book provides instructions and self–assessment techniques that you can use to evaluate and record your progress as you work through the program.

You will know it is working when you can feel yourself moving better, doing things that you had lost the confidence doing, rewarding yourself for achieving your goals, and when other people start commenting on your progress.

7. What other health professionals should I be working with?

The earlier you enlist the help of health professionals familiar with your symptoms, issues, and goals, the sooner you can get back into life. There is a range of people you can include in your medical team, and a multidisciplinary approach is the best approach in my experience. You do not need to meet with all of them, and many of those with whom you do will be necessary only for annual check–ups. It is important that if you are having difficulties, you recognise them early and get the right help immediately. Your PD Warrior Instructor can refer you to a local health professional or community service as appropriate.

Your Team
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Special thanks

Thank you to all the PD Warriors who have participated in the development of the program, for all the questionnaires we asked you to fill in, all the hours of exercise we made you do, and all the time you spent supporting the development of the program. Special mention to Cindy Summers and her husband Michael for all your advice and extra time in helping to get PD Warrior off the ground. I would also like to thank Dr Stephen Tisch for his support in helping us on our journey.

Although the comments, thoughts, and opinions in this book are mine, I would like to thank Lynn Tullock for co–developing the PD Warrior program with me. Without her expertise, enthusiasm, and brilliant ideas, PD Warrior would not be the success it is today.

To Gilly Davy, Aimee Barnes, Alison Wighton, Lyndsay Hendry, and Emma Lee, the dedicated team of neurological physiotherapists at Advance Rehab Centre, thank you for being the sounding board and clinical instructors we needed to help us to develop the program further.

To my wonderful husband and family, thank you for your unending support and the hours you have let me prattle on long into the night.

Finally, my thanks to you, the reader, for taking the time to read this book. I sincerely hope that PD Warrior is a positive experience for you. Most importantly, if you have been diagnosed with Parkinson’s, I hope it gives you a healthy perspective on having Parkinson’s and the confidence to get back into life.

This is your chance to take control and be part of the PD Warrior Revolution!


The ‘Parka’

The PD Warrior War Cry

‘Parkinson’s, Parkinson’s, STOP!

Use it, improve it.

Be big, be strong.

Parkinson’s, Parkinson’s, STOP!’
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Parkinson’s in a Nutshell

‘You might have Parkinson’s, but does it have you?’

Dr Simon Lewis

What does a diagnosis of Parkinson’s mean?

If you are reading this book, then you or someone you know has recently been diagnosed with Parkinson’s. Myriad thoughts will run through your mind – that is, if you have managed to push through the fog of uncertainty.

Many of the people who come to me confess having felt, at the time of diagnosis, uncertain about their future. Their greatest fear is often losing control: losing control of their current lifestyle, of their movements, and even of their thoughts and memory. I can tell you right now that, on the whole, your imagination of what it means to have this disease is often far worse than the disease itself.


The Cause and Effect of Parkinson’s


To understand how to address Parkinson’s, it’s helpful to first understand something about its pathology, its cause and effects. True Parkinson’s is called idiopathic Parkinson’s. Idiopathic indicates Parkinson’s that has arisen spontaneously and without known cause. The reason this is important is that, although your symptom presentation will differ from that of the next person, the underlying pathology is the same. A positive feature of idiopathic Parkinson’s is that you typically respond well to medication, and to PD Warrior!

There is currently no blood screening, MRI, X–ray, or fancy test that can definitively tell you whether you have idiopathic Parkinson’s, however, your doctor or neurologist will be confident of a diagnosis based on three things: your symptoms, your response to medication, and the exclusion of other neurological conditions. That doesn’t mean you won’t undergo several tests – most doctors and neurologists run these in order to exclude other neurological conditions.

You may present with all or perhaps just one of these clinical symptoms: rigidity or stiffness in the muscles and joints; tremor that comes on when you are resting; slow movements (called bradykinesia). About a third of people first notice issues that are not related to poor movement, such as constipation, loss of smell, or loss of short–term memory. Your spouse may complain of your nocturnal violence – involuntary thrashing when you sleep at night. Everyone with Parkinson’s is different, and you will have a different journey from the next person. What may be similar is how one or more of the symptoms of Parkinson’s affects your movements.

Clinicians commonly define bradykinesia and rigidity as ‘poverty of movement.’ Technically, that means being unable to generate the correct amount of motor output required to initiate and drive normal movement. It can feel like being slow to both start moving and being slow when you move. Difficulty with dexterity, such as doing up buttons, losing the body’s natural arm swing when walking, or developing a stiff, rigid posture, can all be a direct result of this overall poverty of movement, specifically when you aren’t producing sufficient dopamine in a particular part of your brain.

For reasons that are still unknown, the cells in a part of the brain called the substantia nigra, which are responsible for producing dopamine in the basal ganglia (involved in coordinating movement), start to die off in people with Parkinson’s.

The basal ganglia sit roughly in the middle of your brain. I like to think of it as our switchboard. The basal ganglia regulate movement after receiving input from those parts of the brain that initiate movement. If you have less dopamine in your system, the net result is that your movements will become slower and smaller, with less control. If you increase the amount of dopamine in the system through medication, your movement will improve significantly.

If medication can do that, isn’t that enough? Why should I worry about doing anything else?

Despite medication, your body starts to recalibrate over time – your body starts to move less – producing smaller, slower movements, which becomes normal to you. This learned non–use and re–sizing of your movements is best described with this analogy: think about what happens when you take your foot off your car’s accelerator pedal. It slows down. The fuel is no longer driving the engine forward. It’s the same when your body learns to move with smaller movements. In the early stages of Parkinson’s, more often than not, you can still achieve movements that look ‘normal’, but your brain has already begun learning to take your foot off the accelerator pedal (with or without medication). To a point, the medication will improve your movements, but it will not teach you to put your foot back down on the accelerator pedal. This is important for many reasons.

The progression of Parkinson’s

At diagnosis, most of the cells producing dopamine have already been destroyed, in some cases up to 70 per cent. It is only once this threshold has been reached that the common symptoms of Parkinson’s become evident. As it progresses, more and more of these cells die, leading to further poverty of movement and difficulty with more and more tasks, all of which are often associated with behavioural and cognitive changes. Currently, medication can help remedy dopamine deficiency; however, to date, it has been unable to protect the dopamine–producing cells from continued destruction. We need a sufficient number of these cells in order to distribute the dopamine our bodies need. When Parkinson’s is left unchecked, there is only a small window of time in which medication can have a positive effect before there are no longer enough receptor cells to receive the simulated dopamine, let alone naturally produce it.

There are significant side effects associated with taking medication that should not be taken lightly. These need to be considered in your Parkinson’s management plan – not as a justification not to take medication, but as a reason why it cannot be taken to the exclusion of all other treatment options. We talk more about this in Chapter 2.

Due to the progressive nature of cell destruction in Parkinson’s, strategies known to protect the dopamine–producing cells that remain, slow the destruction of further cells, and enhance the brain’s natural ability to re–wire itself are at the centre of finding a cure for Parkinson’s.

Until recently, this progression of cell death was considered irreversible and could not be slowed. Although Parkinson’s is currently still incurable, new evidence suggests there is the potential to modify the disease progression and slow the emergence of symptoms and, in the early stages, clinically reverse them with exercise.



The evidence that exercise is neuro–protective and can stop your dopamine producing cells from dying off is by no means conclusive. What is conclusive is that exercise can teach our brains how to learn. Exercise can teach your brain how to put its foot back down on the accelerator pedal and work harder to drive normal movement. This is the focus of PD Warrior and our research over the last few years. This principle is called neuroplasticity.

Neuroplasticity is not a new concept in neurological rehabilitation. We have been applying this concept in rehabilitation for over twenty years. It is, however, a new concept in the way we manage Parkinson’s. For that reason, PD Warrior is one of the first programs to use this model of therapy and why it is so exciting.

Impact of Parkinson’s on function, behaviour, and emotion

Parkinson’s not only makes physical activities and daily function more difficult; it also has an impact on a whole range of behaviours, moods, and emotions. Common behavioural and emotional issues seen in Parkinson’s include apathy, depression, anxiety, and introversion (social withdrawal). One or all of these problems can lead to reduced social participation and a more limited lifestyle.

Apathy

Apathy (not to be confused with depression) is common in many people with Parkinson’s. Apathy is described as a distinct loss of interest, or detachment. I see this often when a loved one brings in a potential client, wanting them to start an exercise program. The problem with true apathy is that you are just not interested in participating in anything, especially an exercise program, no matter how much your spouse or family may want you to. As a physiotherapist, my job is to encourage and motivate people to exercise, even when they don’t want to. Over the years I have developed tools and tricks that are quite persuasive; however, in my experience, it is very hard to help someone make significant changes in their life if they are not inspired to do so themselves because of severe apathy.

If you feel a certain level of indifference to your current situation and are not interested in improving your health, you may not be ready for PD Warrior. Your GP, neurologist, or a psychiatrist may be able to help you further, especially in determining whether your apathy is directly related to Parkinson’s or a side effect of depression.

Depression

Depression is probably the most common psychiatric disorder observed in Parkinson’s. It is estimated that up to 50 per cent of people with Parkinson’s will experience a major depressive episode lasting at least two weeks. Depression can be caused by Parkinson’s directly or be due to the grief relating to the change in life circumstances, frustration at the decreasing levels of function and ability, helplessness at the decreasing overall quality of life, and mood change related to increasingly sedentary behaviour.

Depression can be difficult to recognise in people with Parkinson’s as many of the physical signs of depression – reduced facial expression, loss of interest in hobbies or work, poor sleeping habits, for example – are common with Parkinson’s, even when the individual does not suffer from depression. There is also a school of thought that says if you look depressed, you will start to feel depressed. This certainly does not help the matter.

Depression can have as marked an effect on disability as motor problems in Parkinson’s, if not more. If you feel persistent depression, please seek advice from your GP or neurologist before starting PD Warrior. Although exercise has been linked to improved mood and shown to have a treatment effect on depression, you will get a lot more out of this program, and ultimately out of your life, if you are actively managing any symptoms of depression. It is important to note here though, that if you are depressed, it doesn’t mean you can’t be motivated.

Anxiety

It is common, although not a rule, that depression and anxiety often go hand in hand with Parkinson’s. Anxiety in this context applies to feelings of inappropriate disquiet or irrational alarm and can be very debilitating. I often treat patients who report extreme anxiety, which limits them leaving the house or walking in crowded areas such as shopping centres or busy streets. Many of my patients report never having had feelings of depression or anxiety prior to diagnosis. There are some reports that anxiety may also be medication–related. Discussion with your neurologist and GP before starting this program may help you to manage your symptoms.

Treatment can involve changing your medications or prescribing counselling. Either way, in my experience, the anxiety seen in Parkinson’s can be greatly improved through PD Warrior. I have seen first-hand how PD Warrior has helped participants regain their confidence and the control they once felt was slipping away from them. Lack of control is a fear I hear a lot of people admit before they start the program. Some of my clients report that it is their subsequent increased confidence and ability to manage their symptoms that helps to reduce their anxiety as much as the physical aspects of the program. I am not suggesting PD Warrior is a cure for anxiety, but PD Warrior can empower you enough to be significant.

There seems to be an unfortunate – and undeserved – stigma attached to seeking counselling services in Australia. The best athletes don’t hesitate to hire sports psychologists to help them achieve and be their best. Think of yourself as an athlete – a PD Warrior athlete. To be your best, you need a coach to help you achieve that best. Counselling in conjunction with PD Warrior is an excellent way to combat feelings of anxiety and depression.

Introversion

Introversion and associated social isolation can be a significant problem in Parkinson’s, regardless of whether the primary cause is physical disability, mood or behavioural change, or a combination of these. How many times in the last month have you declined a social invitation? Be honest. Take a little time to reflect on why you said no. Did you feel a perceived physical limitation that would have prevented you from enjoying the event? Did you feel that you couldn’t be bothered? Was it too frustrating to think you might not be able to participate? Did you feel embarrassed or ashamed about what people might think of you? Perhaps you haven’t told anyone that you have Parkinson’s and didn’t want to be caught out.

Think back over the last three months – how much of life have you given up?
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