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Motion & Emotion

In balance with Parkinson’s


LINDA O. HAGBARTH IS a psychomotor therapist and a relaxation coach. She lectures on stress, relaxation, mindfulness and mental exercise. Linda has had Parkinson’s Disease since April 2010 and has been an fitness instructor at Friskis & Svettis since 1989.
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IT IS ALL like a nature film. The photographer places his camera in front of a flower and takes one picture every day. When the film is then shown, it plays too fast. Before our eyes, the flower passes from the beauty of summer through the decay of fall until the chill of winter makes it stiffen. With this book, I hope to inspire you into motion and help you to a life that keeps you in pace with your family and friends.

LINDA O. HAGBARTH
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Preface

I’ve had the pleasure of knowing Linda Hagbarth for more than 12 years, and we have worked extensively together with education, dealing mainly with headache and stress issues.

Linda has the ability to convey to patients the difficult gray area that lies between physical unhealthiness and stress and how it manifests itself, while simultaneously showing them a way out of it. That, after all, is her area of expertise. No doubt, her great pedagogic experience from Friskis & Svettis (a Swedish fitness organization) also plays a part. She has the ability to enthuse, and to convey a need for change – in mindset as well as lifestyle – in a straight forward way.

Here, though, we face something different. Here we enter into the realm of neurological diseases, diseases which aren’t that easy to combat with mindsets and exercising techniques. Here, we’re dealing with a progressive disease which results in an increasing level of disability and affects many different parts of the body. This is where Linda never hesitates; instead, she takes on this difficult subject with the same enthusiasm. Here, where it can be tempting to resign to your fate and let the symptoms dictate your lifestyle, Linda chooses a different method. Within a few pages, she gathers simple but meaningful exercises and advice to keep up hope and dignity on the journey into this progressive neurological disease.

She creates a pattern of movements that serve to ease the tension and stiffness, to maintain functionality, and to decrease the manifestations of the disease. I think that anyone with Parkinson’s Disease will find that this small book holds big contents, and that it provides paths and strategies to keep their bodies functioning for as long as possible.

I recommend this book!

Mats Karlsson, M.D

St. Olof Pain Clinic, Falköping


A letter from a reader

Hello Linda,

Thanks to your book, I had a good day yesterday.

I woke up stiff and dull after not getting much sleep. Felt like a rusty machine, hardly functioning at all.

But – during the weekend, I finished your wonderful book. If Linda can, then so can I – I, who have 7 more years of Parkinson’s behind me.

I did several of your exercises in the morning, and I thought about your positive phrases. I biked to work. It was nice, in the spring sun. A bit creaky at work, but better than I would have thought. In the evening, I was able to play tennis. I lost the game. But I took home a good day.

Your book is a source of happiness, energy and zest for life. I will read from it often.

Thank you for writing it!

Sincere regards

John H.


My Road to this Book

In July 2002 I turned 40. We threw a big party for about 40 of our friends in the backyard, with musicians playing and a hired chef doing the barbecue. The rain was pouring down. We put up some tarpaulins but they burst, nearly soaking both guests and chef. In the end, we were forced to move the party inside. It was crowded, but the mood was great and the party went on all night. The day after, I woke up with a severe case of tennis elbow. It is still with me.

I was self-employed, had a husband in the middle of his career as a real estate broker and had two children. I was an instructor, an educator and a coach at Friskis & Svettis (a Swedish fitness organization), and I was involved in Psykomotorföreningen («The Psychomotor Association»), Migränförbundet («The Migraine Association»). I was also, of course, caring for my family and involved myself in my children’s education. On top of all this, a dog had joined he family, a dog with a tendency to run off. So I carried rocks to plug the fence, drove the kids to school, moved the lawn, shoveled snow, went to work and attended meetings.

I began having difficulties recovering after the medium level gymnastics at Friskis & Svettis, and switched to basic level.

In 2006 I began to sense that something wasn’t right – I would become very tired. I was no longer able to push the lawn mower across the yard (rotator cut looks so good), couldn’t manage to pour a bag of soil over my beloved roses. I went to the psychologist and got my husband to come with me. Nothing worked…

I couldn’t stand living in a house and convinced my husband that we had to move to an apartment.

In May 2009 we had a housewarming party in the apartment. Friends came and went all day, and I stood up for eight hours straight. The next day I couldn’t lift my arms higher than above my head without my back screaming in pain. I thought that some rest would do the trick. Some rest along the lines of, say, two hours.

For a while, I wondered for how long you can take pain. How long can you go on? How do other people experience pain? If they hurt as bad as I do, do they go to the doctor, or do they just keep working? Pain is always subjective; I don’t know how anyone else would experience my level of pain.

I began having light tremblings in my left hand.

One day in October 2009, my back was hurting so bad I thought I would faint on the gym floor. In a cold sweat I staggered from the session to the emergency room. I thought the doctor would tell me to «take it easy for a week, then pull yourself together», but she said: «Spinal Stenosis». What? I googled it immediately, and realized that after 20 years as a gym fanatic I wasn’t likely to return to the gym floor ever again. In the future, I should be happy just to be able to walk more than 300 meters. That is, unless an operation could be scheduled, an operation with an uncertain outcome. I, who was the healthy and strong one, without a single sick day since the early 90s. Not that this made me go on sick leave, I had a job to do. But I couldn’t do gymnastics.

Being a fitness instructor was a part of my identity. To be the first to enter the hall, arrange the music, feel the expectations in my body. To meet every exerciser – I had about 200 regulars and over 100 participants on each session – and feel their expectations of being uplifted physically and mentally. I wanted every session to feel like a gift, a flower for everyone attending.

I received praise. Many participants told me that my gym session in particular lit up their lives. To step off the gym floor was to extinguish one of the sparks in my life. Many cried with me and I received great support when I told them that my time as an instructor was over.

In the summer of 2009 the weather was bad, but as usual, we sailed to the island of Bornholm in the Baltic Sea, a voyage of 300 nautical miles. Sometimes I couldn’t walk more than a few meters before I had to pause. I felt downhearted and weak.

Towards the end of the summer, we had some good sailing in the Stockholm archipelago. One time, we were about to land at a rocky island. I jumped ashore with the mooring line, but my clothing got caught in the boat, and I fell head first in front of the prow. Luckily, I fell into the water and could swim ashore. No harm done!

The next time we were about to land, I started trembling. I didn’t want to jump, and felt like a coward. Very well, I thought, I’ll just have to overcome my fear. Who hasn’t heard of CBT (Cognitive Behavioral Therapy)? But no, it didn’t get better.

I felt pressure in my chest, my left hand was trembling more and more, and I saw a doctor. She examined me, took my blood pressure and said «There’s nothing wrong with you» (I heard «leave, and stop taking time away from those who need it»). A couple of months later I was back, and the trembling was worse. A young intern doctor thought that I should visit a neurologist. «I’ll get you an appointment as soon as possible».

In January 2010 I visited the neurologist, to investigate the eventuality of Parkinson’s Disease. He looked at me and said: «It is not possible that you have Parkinson’s but we’ll check you again in three months. We’ll do a MRI (Magnetical Resonance Imaging) of your head in the meantime, not that I think that there’s anything wrong, just so that you don’t have to worry».

I was also scheduled for a DaTscan (a scan of the brain after an injection of a radioactive substance) and after another googling, I realized that such a scan isn’t cheap. You only have one when doctors are fairly certain of an ugly diagnosis. I started googling Parkinson’s Disease. All of a sudden, Spinal Stenosis didn’t seem so horrible.

In April 2010, nurse Inger called and wanted me to come for a follow upvisit. She wouldn’t tell me anything, wasn’t allowed to tell me anything, as the doctor wanted to tell me himself. I understand!

When I was at the doctor’s together with my husband, he told me that I have PD, Parkinson’s Disease, and that there are medication for it. He asked me to read up on the disease and tell him what kind of medicine I wanted. I had already understood that exercise is important; unfortunately I could barely walk because of my back…

In the autumn of 2010 I got a chance to have back surgery in Strängnäs, outside of Stockholm. «I have to take the chance, or I can’t handle Parkinson’s» I thought. I might as well do it before I get too heavily medicated. The operation was successful. In the beginning, I couldn’t walk – but I could learn how to. At first, I couldn’t even lie on my back and lift my leg from the mattress. I put everything into regaining my mobility.

Leg lifts every day, a 50-meter walk with walking sticks, lying on my back and lifting my head from the mattress, a 100-meter walk. A little more every day, several times a day. After three weeks I could start working again, before my sick leave was over. I needed help with carrying, shopping, cleaning. I couldn’t even carry my own training bag. I started spin cycling, but how strange! One leg couldn’t keep up – I have been dancing and exercising for 30 years and suddenly I can’t keep the pace. I cycled, stretched and did push-ups.

I realized that PD is a stronger force than anything I have ever fought. Depression, crying, feelings of inferiority, the ugly face of envy, loss of strength on one side of my body and tremblings. Tremors that make people stare, that make it impossible for me to eat corn or pasta with a fork. That make people suggest I should have a hair of the dog or make them ask if I’m cold. All out of concern for me, of course.

Now I realize that I have to target my exercising at the goal of combating Parkinson’s. Against stiffness, slowness and tremors. I wanted to become an exercise leader again because I wasn’t done. I didn’t want to end my «career» staggering. Now, it was a matter of finding the right element for me.

Therefore, I train to become a KI balance leader. KI balance is a class at Friskis & Svettis. We move slowly, sensitively, sometimes with force and energy, sometimes softly. We balance and stretch. We breathe and rest. We demand strength and agility from our bodies. It’s the perfect exercise for someone with Parkinson’s.

Every morning I stretch. Stretch my calves to counter the cramp. I walk the dog: I stand on one leg while he stands on three: balance! I do push-ups against the bench in the dog yard. I go to the gym: the cross trainer works on both arms and legs, both the right and left side, followed by stretching, push-ups and situps. Sometimes I go to a dance session but have to give up halfway through. The pain is too strong.

The pain radiates from my hips, back and legs. I have been through MRI, studied through ultrasound, have had contrast fluid injected into my stomach – without anesthetics and with a needle worthy of a veterinarian. I trembled so badly that I was about to fall off the stretcher. They found nothing wrong with me, the pain is part of Parkinson’s Disease.

OK, so I’ll have to choose: should I lie on the sofa and wait for the pain to get worse because my body is unfit? Wait for my posture to bend forward, my back and legs to stiffen? Is it time to call home care?

No thanks. In spite of the pain I want to exercise and be happy, as strong and agile as possible. I will not be able to cross every border, but I want to find a balance that makes life with Parkinson’s as endurable as possible.

«Zoom! What was that? That was your life, mate! That was quick, do I get another? Sorry, mate.»

– Basil Fawlty


My Own Exercising

Parkinsons Disease, PD, is characterized by stiffness, slower movements and tremors, and in addition, around 90 other motor- and non-motor-related symptoms. So, there’s a lot of work to be done. My strategy is to focus my exercise on my weak spots, which seem to be increasing constantly. This, while at the same time trying to keep my normal fitness level, my usual flexibility, constitution and strength. In other words, when I look in the mirror and discover that the left corner of my mouth doesn’t rise when I smile, that’s when it’s time for exercise. Smile, make faces, chew gum and massage.

When I don’t dare jump from the boat is when it’s time to start jump training. I know that I’m strong enough and that I have good balance skills, so it must be in my head. My jumping training starts with one jump, keeping my legs together. Then I jump once on each leg. Then to both legs at the same time. Well, that worked fine!

The next step: my goal is to be able to jump from a moving surface – the boat – to a stationary one – a rock – and possibly the other way around too. I stand on a Bosu ball and repeat the exercises from before. I try to jump about three feet from the ball. The only limit is my imagination.

Then it’s time for exercising outdoors: I jump between two rocks, one of them a bit pointy – training my balance and my mind at the same time. I felt safer and looked forward to trying out my new skills in the archipelago.


How Much Should I Exercise?

I recommend 30 minutes of light exercise, such as walking to and from work, house cleaning or lawn mowing each day. Add 15 minutes of flexibility and balance exercises – for example, the sessions described in this book – alternately 15 minutes of relaxing or mental exercise. Remember that a large portion of these exercises can be done when you have some spare time, or on your way out of or into bed.

Additionally, 2-3 times a week: do an exercise which makes you sweat and pant; cycling/spinning, cross trainer, gymnastics, dance, swimming, jogging or anything else that you enjoy. All round gym training is also good.

Of course, it’s important to be correctly medicated, so that the body is able to handle the exercising as well as possible. Medicines are like motor oil in a car engine and electricity in navigation systems; without power the computer stops, and without oil the parts get worn out, and in the end the engine stops.

Try to sustain the health already within you. Choose healthy exercising instead of physical therapy if possible. A good physical therapist can help you get started, but it’s you who’s going to have to exercise. At Friskis & Svettis and similar places, you don’t need to look good, be smart or be right. Everyone is welcome. Choose a place that suits you.
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