Before diagnosis
Isn’t hindsight amazing? I sit here looking back and I think, bloody hell, it started years ago! Why didn’t I think that something was wrong earlier and do something about it?
I can say that now, but at the time I kept making excuses and saying to myself, it’s menopause, you’re middle-aged so what do you expect? That’s why you feel so fatigued and unwell. You can’t expect to feel like you did when you were in your twenties.

I went to my GP when I was in my late forties and had some blood tests done. Nothing was wrong. Get some exercise he said. Get fit and you’ll be fine. So, I tried to get fit. Lots of walking but as I walked I felt as if I was tightening. My friend was feeling relaxed and loose and I was feeling as if I needed oiling.

Aches and pains became part of my everyday life as well and so I now thought that this was how the rest of my life was going to be. I was 50 and felt decades older.
 I managed to get involved with a medical trial for people with fatigue and unexplained aches and pains and was subsequently told that I had fibromyalgia. At last I thought I had my answer! 
At this time I also developed a very sore left shoulder. A frozen shoulder I was told. Quite common in middle-age. So I was off to the orthopaedic specialist who agreed and sent me off for X-rays and ultrasound. Physiotherapy was started and endured for months without any improvement. After a year I was booked in for a shoulder hydrodilation which was a rather unpleasant procedure. I decided there and then that I didn’t want another one!
After twelve months my shoulder was no better so I went and saw a rather well-known sports medicine doctor. I remember him saying, as he rotated my left shoulder, that the joint felt very stiff and moved in a strange jerky way. He also said he couldn’t work out why my left arm would get the shakes. He decided that regular hydrodilations were needed and so over the next 18 months I had 3 more. So much for not wanting another one! 
I was having physiotherapy as well, but after many sessions without improvement I decided that I had had enough. I would live with it. 

By now my left arm was quite limited in its movements and it wouldn’t even swing as I walked. Sometimes I noticed that my left hand was looking claw-like with the fingers curled in. My sister was constantly telling me that I was hunched over and I should try to stand up straight. 
From the middle of 2004 to end of the year I tried to get on with my life. I loved teaching my Year 5s and just put up with how unwell I was feeling. 
But in 2005 I knew that something really was wrong with me. I was experiencing strange sensations down the left-hand side of my face. A sort of prickling, hot feeling. My bottom lip would feel as if it was fluttering on the inside. Sometimes as I watched TV I would realise that my mouth was open and I had saliva on my chin. But most annoyingly, my left arm wouldn’t do what I wanted it to do. It would shake when I was trying to do something that required a steady hand. Trying to put a bandaid on a child’s grazed knee was a challenge!
I thought I was losing my mind. I was too embarrassed to tell my GP all my symptoms and so I just complained about my left shoulder and of course I was referred to another orthopaedic specialist. 
However this one was right on the ball and felt straight away that this was not a normal frozen shoulder. He showed me that my left hand was colder than my right and that it was slightly swollen and a pale color. His gut feeling was that I needed to see a neurologist and five days later I was there.
I went thinking that I would be told that there was nerve damage and an operation would make it all better. However, all it took was a throw away comment from me about my arm not swinging as I walked and that was that. The neurologist told me what was wrong.   
It was not a frozen shoulder or fibromyalgia. It was Parkinson’s and my life changed.
I was diagnosed in August 2005 and sometimes I look back and think to myself, what a journey. It hasn’t been a year since I was told and yet it feels so much longer. I’ve learned so much. My initial reaction when told I had Parkinson’s was, no, I can’t have that because that’s what old men get. As I said, I’ve learned a lot!  I’ve also learned that coping with this can be very difficult, so finding Parkinson’s Victoria has been such a relief. With them, you’re never fighting this on your own. 
Telling

“I know what’s wrong with you. You’ve got Parkinson’s.”

“But I can’t have. That’s what elderly men get!”

To this day I don’t know if I said those words out aloud or if they were screaming in my head. I do know that the neurologist then said that I had a funny look on my face!

This is probably not surprising seeing that I went to the neurologist expecting to be told that I had nerve damage in my neck and that was why my left arm was not swinging when I walked and occasionally got this weird tremor in it. The last thing I was expecting to be told was that I had a progressive, incurable, neurological disease.

I spent another hour with the neurologist but I found myself unable to relate to what he was saying. I was devastated and I suppose I was in a bit of shock. I lay on the examination bed and had needles stuck in me with little electric shocks testing heavens knows what and all I could hear was this voice in my head saying over and over, “you have Parkinson’s, you have Parkinson’s.”

As I was leaving his room, the neurologist reiterated that he was positive about his diagnosis. I then turned to leave and tripped over the pattern in the carpet. 

“See,” said the voice. “You have Parkinson’s.”

I calmly stood in front of the receptionist and made another appointment. I walked out to my car. I drove down the street and then it hit me. I had a lump in my throat and I was sort of gulping big breaths. I wanted to cry but I thought to myself, what if I can’t stop? How would I get myself home on the freeway in peak hour traffic?

I rang my husband because I knew that he would be waiting to hear from me. I did not know how I was going to tell him. As he answered, the crying started and I couldn’t get the words out. He was frantically asking me what was wrong. All I could say over and over was, “I’ve got Parkinson’s. I’ve got Parkinson’s.” I found out later from some of his staff that he was very shaken and upset. 

I was desperate to get home. I just wanted to be in my home surrounded by everything that was familiar. Maybe then I could get my head around what had happened and make sense of it all. Maybe I would be able to think of how I was going to tell my two sons. They were 18 and 20 years old and I wanted to do a better job of telling them than I had my husband! At least they would now know why I was so clumsy. It was a running joke in our family that I would trip over anything, walk into anything and occasionally, spill anything. 

I sat and waited for my family and thought through how having Parkinson’s made sense. All the weird symptoms – not just stumbling, but fatigue, aches and pains, pins and needles in the left-hand side of my face and drooling. I use to joke that I needed to buy a pillow that could double as a sponge.  I looked back and realised that I probably had had Parkinson’s for at least five years. I had been unwell for so long that I had actually gotten use to it.  

My sons had never heard of Parkinson’s and I must admit I only gave them a fairly simple description of the disease. Once they knew I wasn’t going to die they were a little more relaxed about it. I felt that over the next few months I would drip feed information and let them absorb it bit by bit. 

This was fine in theory until the younger son was watching an episode of ‘Grey’s Anatomy’ and it just happened to feature a patient who had very advanced Parkinson’s and who was waiting to have brain surgery. My son looked at me, asked if that was how I was going to end up. I told him I had no idea as Parkinson’s affected people differently and I didn’t know if I was going to progress slowly or quickly. I actually was about to launch into a full scale lecture about Parkinson’s when he interrupted me and just said,

“Well if you do, just make sure you get the surgery.”

And with that, he went back to watching the program! 

This is also the same son who read that there was a ‘Parkinson personality.’ We are supposedly not risk takers. I told him that taking up abseiling now was not going to do all that much at this late stage!


News spreads quickly. It soon became common knowledge that I had Parkinson’s. I actually went to work the next day and as my husband and I worked at the same school I didn’t really have to tell anyone. They already knew and that was such a relief because I didn’t have to keep repeating myself. My colleagues were quite stunned because like me they had always thought that Parkinson’s was a disease of the elderly. 


One colleague, who was also a social worker, asked me could I remember what else had flashed through my mind after the neurologist had told me. I said that I was a bit embarrassed to mention that all I could think was:

“Oh, my god, I’m going to look like Muhammad Ali!”

She looked at me and said,

“Anne, I don’t think you are going to turn black.”

I cracked up laughing, as did everyone else in the staffroom and it was the best thing that could have happened. I am smiling now as I think about it. Thank you Robyn!


I was teaching a Year 5 at the time and to me the most logical thing to do was to tell my students what I had. I drew a brain on the board, went all through about how messages are sent to and fro in our bodies and explained about the chemicals that made sure the messages got through. I asked them what they thought would happen if the chemicals disappeared. They of course said that there would be disruptions to the messages. Right, I said. That’s what is happening in my brain I told them. 


My students looked at me. One asked if that was my brain on the board. I said that I hoped mine was in better shape than the one I had drawn! Then another asked if that was why I tripped a lot. And another said, was that why my speech was hard to understand at times. And was that why I sat down to correct their work instead of bending over the tables, said another. Then once that was all out, they went on with their work and I sat and watched and marvelled at how astute children can be.

I found it very hard telling my parents. They were both stunned and shocked.  My younger sister scoured the Internet and everything else trying to find anything that could help. She has said that she is my emergency carer and I have no doubt that she would step in straight away if my husband was not available. 

This support is just wonderful but I am not ready to think of myself as disabled. I need to try and do what I have always done as much as I possibly can. Parkinson’s has made my future very uncertain and so I need to keep my life as normal as I can for as long as I can. Yes, I say to people who ask, yes, I have Parkinson’s. I also have blond hair and blue eyes, so see me first and the Parkinson’s second. It is not who I am.

Treatment

I was going to be starting medication straight away. I vaguely heard what was being said by the neurologist but I just felt so numb. I really needed some time out this stage. A cup of tea and space so that I could absorb what I had just been told would have been nice. Parkinson’s disease. How the hell could I have Parkinson’s disease? 

But I had to sit there and try and take in what was being said. 

Madopar. Start it slowly because it can cause nausea. Build up the amount over the next few weeks. Come back and have another appointment to check on dosage. So with the Prescription in hand and I stumbled – literally - out of the door. 

An hour later I was handing my prescription in at the local pharmacy, only to be told that they didn’t have that strength. They would order it and it would be in the next morning. It didn’t worry me starting the next day because what the heck, I had been putting up with the symptoms for years anyway, so what was one more day?

Madopar was introduced quite slowly. Half a tablet morning, noon and night. Then one tablet morning, noon and night. Then one and a half tablets. And thank heavens for Motilium. It wasn’t for the Parkinson’s. It was to stop the horrendous nausea that would hit me within a short time of taking the Madopar. I would break out in a sweat and I would salivate as if I was going to vomit (if only I could have!). It was sheer misery but the Motilium made it possible to continue functioning. 

As I regained control of my body I had to face up to the fact that I definitely had Parkinson’s. The slight tremor disappeared. My left arm started to become part of my body again. I stood straighter and didn’t lean to the right anymore. I was able to lift my left leg higher so that the stumbling lessened. But best of all, I didn’t walk like the tin man anymore. I felt as if I had been oiled.

Getting the dosage and timing right was the main problem now. Regular visits to the neurologist became my life. Writing down how I was feeling was important so that we could see how the medication was affecting me and hopefully keep the symptoms at bay. 

After 6 months my daytime regime of Madopar and Motilium was working reasonably well. I just had to make sure that I remembered to take the Madopar on time. If I didn’t, it was not too long before I became the tin man again.

But I hated the night. I fell asleep quickly, but I wouldn’t stay asleep. It seemed that every time I rolled over, I would wake up. Actually, to be more accurate, I woke up because I was trying to roll over. So, the night went like this: fall asleep, try to roll over, wake up, fall asleep, try to roll over, wake up etc, etc. Then, from about 5.00am the cramping would start. This was usually in my feet and it was agony. My big toe would point up and the other toes would point down and as for the arch of my foot, heavens knows what it was trying to do!

Because my main Parkinson symptom is rigidity, the neurologist felt that the gap between Madopar at night and in the morning was too long. I was running out of dopamine and this was making rolling over difficult. So now I was to take Madopar HBS, a slow release medication at bedtime, and hopefully it would make sleeping easier.  

One other thing helped. Satin pyjamas! My sister took me shopping for these so with her guidance I ended up with one hot pink pair and one very shiny black pair. Very glamorous! Without Parkinson’s, I would have bought my usual flannelette!

Bedtime was still a nightmare. Staying asleep just seemed to be something I couldn’t achieve. I was so tired during the day that at times I just felt that I was in a perpetual fog. The bags under my eyes became visible from a distance! I hated looking so tired – especially as I retired from teaching at the end of 2005 and had had a reasonable expectation that I would now look refreshed and relaxed!

The cramping was a bit better but my neurologist felt that taking Cabaser as well would make the cramping pretty well a thing of the past and hopefully I would get more sleep. Well, the cramps improved somewhat but I developed a side effect that I had not really expected. I started hallucinating, not that I knew that that was what it was at that time. 

I thought that my eyes were playing tricks because I was so tired. If I was sitting on the couch watching TV, I would get a sense of someone coming from behind me. It was so real that I would turn my head expecting to see my husband or my 18 year old son, but there would be no-one there. I would catch the sight of a figure out of the corner of my eye but this would disappear quickly too. I didn’t tell anyone about this because I thought that people would think I was a bit ga-ga.

It was only when I was talking to the Parkinson nurse at the Movement Disorders Clinic at the Peter James rehab hospital and she asked me was I seeing things that weren’t there, that I found out what was happening. Hallucinations! I wasn’t going nuts! What a relief! After that, I didn’t really mind seeing these ‘people.’ After all, they were quiet and didn’t require feeding.

Being accepted on the Movement Disorders program at Peter James was just the best thing! Fantastic staff who gave me fantastic advice, assistance and the help I needed to make life easier. But more than that, they gave me back my optimism for the future. Knowing that they were there took away a fair chunk of the fear that I had developed since finding out that I had Parkinson’s.

Sleep was still eluding me. I tried everything. Warm milk, reading, staying up late, not staying up late, no alcohol, lots of alcohol! I could get to sleep but I couldn’t stay asleep. I was now taking the Madopar HBS between 1.00 and 2.00 am because I was awake at that time every night anyway. 

But I hadn’t realised what I had been putting my husband through as well. I kept waking up and as soon as I did, I had to go to the toilet. I would try to be as quiet as possible and I thought that I was doing a pretty good job, but the toilet trips weren’t the main problem. It was the screaming that was driving him nuts. I was horrified to find out that I regularly let out blood-curdling screams that Gordon said would be able to be heard all over the neighbourhood. These are called nocturnal vocalisations, which doesn’t sound all that bad. However, if you asked Gordon, I’m sure he would give them a different label!

I was learning that Parkinson’s had many aspects to it and so was my husband. The screaming was bad enough, but occasionally I actually acted out some of the very vivid dreams I was experiencing. Thrashing about in the bed, throwing my arms around and giving my husband the occasional clip across the ear has made bedtime interesting. I keep telling myself that his putting the bicycle helmet beside his pillow was just him being funny.

The neurologist says that I have a REM sleeping disorder and it’s not easy to fix. Is it the Parkinson’s or the medication or a combination of both that causes it? Who knows? All I know is that it is a pain and I am sick of it and I would give anything for some sleep. My neurologist is trying a different approach at the moment but I have only just started that so I have no idea if it will help. I live in hope.

Where to from here……..

The future.

 In July last year I was planning my future. In August I thought I had none. 

I stood in the neurologist’s office and tried to comprehend what I had been told. Parkinson’s Disease. I had an incurable, progressive neurological disease. The neurologist then casually informed me that I had a funny look on my face. I should have asked him what he meant by ‘funny’ but I actually found that I couldn’t speak. Lots of thoughts were going around in my head but my mouth seemed to have decided to stop working. Probably just as well when I think about it.

I sat down and tried to hear what was being said to me. I found it hard to tune into what was being said, so the neurologist wrote down the necessary information about medication and the next visit. He then added that once the medication kicked in I would feel so much better. And, he said, I would hopefully get 5 good years. 

Bloody hell! Five good years!  But what about my plans! My husband and I were going to explore Australia from one end to the other and then sideways. We were going to be ‘grey nomads’ – not that I’m grey I might add! That was why we had planned to retire early, so that we could take advantage of our healthy middle-age and do what we wanted to do. 

Without sounding too clichéd, it all came crashing down. I was going to be useless, a burden on my husband. I wasn’t going to be able to do anything of what we had dreamed. 

I knew nothing about Parkinson’s; just a stereotyped view that seems to be the prevalent view that most people have – Parkinson’s is a disease of the elderly, and affects mainly men. Well, I had learned already that that was not the case. 

I spent countless hours on the Internet, reading everything I could get. I think I became a bit fixated on finding out what I could about this disease that I had somehow developed. The thing that frustrated me the most was that no-one could tell me how quickly my symptoms were going to develop, how bad was I going to get. 

I was scared. I went to a support group meeting somehow thinking that I would find some answers there. I was hoping there would be people who would be able to tell me that my life as I knew it wasn’t finishing in the near future. I would still be able to do everything that I wanted. 

I walked in and immediately wanted to walk out. There were some very severely affected people and I was not ready to see that. As well, most of the people with Parkinson’s were men and there didn’t seem to be anyone under 70. My fear remained. 

So it was not surprising when the beginning of the year saw me fall into a heap. After spending one day unable to stop crying I went to my GP who said that I had developed depression. I had been experiencing waves of despair which were overpowering, a stomach that constantly churned and there was this voice in my head that would never shut up. Over and over it would go: you have Parkinson’s, you have Parkinson’s. No wonder I got depressed. 

The anti-depressants worked beautifully. They took about a month to kick in and with weekly visits to a counsellor, I found myself starting to feel more in control, calmer and not so panicky.

We could still do our trips but with changes. While I could not do all that we had planned, Gordon could. I would be quite happy to stay at the campsite with a good book, my camera, a sketch pad and a nice bottle of wine. I could still experience the outback, but with a more flexible itinerary.

I joined Parkinson’s Victoria and in one newsletter they had asked for volunteers to help out with the library. I am a great believer in support groups and being a volunteer is a wonderful way to give something back to the organisation that is trying to help you. Helping others is the best way of helping yourself. Plus, I was a qualified librarian and as I loved organising resources so that they were more accessible, I thought I might be of some use.

I was welcomed aboard and I haven’t regretted a moment. I look forward to going to Cheltenham once a week and being part of the camaraderie is a privilege and a pleasure.

But medically I was still struggling. I have very little tremor, which is great, but I have a large amount of rigidity, which makes life at times quite difficult. I hadn’t realised that Parkinson’s could be painful and at times I moved as if I was twice my age. 

So in April I was accepted onto the Movement Disorders Program at Peter James rehab. At the time I didn’t realise how lucky I was but I sure do now. It was the best thing that could have happened. 

Over two months this wonderful group of highly professional, caring and lovely people guided, encouraged and taught me how to cope with the day to day problems of living with Parkinson’s. But the changes weren’t just physical. I was reminded again and again that I would never be discharged from the program; that the team was there for me, for always. So I felt as if a load had lifted from my shoulders and I realised that my fear of the future was shrinking. I wasn’t alone. There was help when I needed it. I had my optimism back!

The voice in my head has been silenced.

I have Parkinson’s but the word ‘disease’ is not part of it.

I am me again and what happens in the future happens. I will cope, as no-one knows what is ahead of them.

Outback Australia, here I come!

