Me and Parkinson’s
I remember when I was 17 and going to my first night club. At the end of the night, a guy came up to me and asked if I would like to dance the last dance for the night, during which he asked - ‘why are you shaking?’ I didn’t even realise that I was.

When I was in my early 20’s, some more comments about my shaking prompted me to go to the doctors. I was told I had ‘central tremor’ which is normal and triggered by our emotions and adrenalin. It was explained that my adrenalin just took a little longer to kick to in control my tremor. The shaking was becoming more noticeable, but because it didn’t happen every day I just kept moving on.

When I was 24, my partner and I bought our first home and we were also organising our wedding. I started to notice my legs shaking more, but I just tried to ignore it and put it down to my central tremor. At 27, we had our first baby. One night while I was in the nursery, a doctor made a comment about me shaking, and from then on I went from doctor to doctor, hospital to hospital, being told I had everything from thyroid problems to Wilson disease to being anaemic. It wasn’t until I was put into the Royal Melbourne for a few days and had thorough tests by more doctors that I was told I had Parkinson’s Disease. 

I had no idea as to what Parkinson’s was, but I finally had a diagnosis, which was what I needed. 
I met my doctor whilst I was in the Royal Melbourne, and he was to be with me for a long time. 
I had no idea what the next few years would be like for me. When I had time to sit down and take in everything that had happened in the last few months, I had a lot questions which were not always answered because there were no answers. Why was I so lucky to have Parkinson’s when it is associated with over 50’s? What are the chances that my son Jordan could get it? What would my future be like? Unfortunately, there were no answers again because there is not enough information for young people who have Parkinson’s. 

I tried to stay off the medication for as long as I could, even though my walking was now getting difficult. I had wanted to start line dancing with my aunties, even though I found it hard to do. Even though I couldn’t dance, I still went along as I enjoyed the company and the music. 
At one stage, I was denied entry into a venue because they thought I was too drunk to enter. The funny thing was that I don’t drink at all. My girlfriend said to the bouncer - “she has Parkinson’s”. He just looked at us with a blank look on his face. One day I was walking past our local school and I heard this kid say to another – “don’t copy the way that lady is walking”. The other kid said “but she walks funny”. It wasn’t until an elderly lady overtook me while walking down the street that I finally gave in to the medication.
I started off taking three tablets a day and I was feeling fantastic. I was able to do more things with Jordan, which was better than fantastic. I walked into work one day and my mates that knew about my Parkinson’s started to cry, because for the first time in a long time I walked like there was nothing wrong with me at all. I was also able to go line dancing and actually dance, not just sit there and talk.

When Jordan was 3, he started suffering from febrile convulsions which I now know was set off by him having a fever. The first time he was hospitalised was a horrible experience. Apart from being frantic about Jordan, the doctor kept asking me question about myself. I politely told them that Jordan was their patient, not me, and did he have any questions about him? I wasn’t going to talk about my own condition because I wasn’t there to be quizzed or to satisfy their curiosity. By this stage, with all the doctors I had seen, and still with no answers about my condition, I didn’t find their questioning to be of any benefit. With everything I had been through, I was also now becoming not very doctor-friendly.

When Jordan started primary school, I was a single mum. At times, I found it difficult but I was so lucky Jordan is a great kid.  I sat and wondered how to explain to a little boy what I had when I still didn’t know 100% myself, so I just did my best.
I remember the day he brought his first little mate home from school and introduced me. He said “mum this is Casey, Casey this is my mum - she has Parkinson’s in her knees” and off they went. I just laughed.
In 2002, I decided to sell my house and move to Wallan were I had my horse on my friend’s property. I was still working and riding and I was in the process of getting a house for Jordan and I. We were really looking forward to our new beginning.

I was now seeing my doctor every 3 months, and my daily medication had doubled. The progression of the Parkinson’s had increased. Each time I went to see my doctor I would pray that he had some answers for me but that wasn’t to be. I was over being a lab rat and having so many tests. I was still not getting any new information and it was starting to take its toll on us.
Over the next few years, my Parkinson’s progression was slow, but still progressing. Jordan was the man of the house. He always did things without me asking - I would sit and watch him mowing the lawns and think about how lucky I was and wondered how he had coped over the past few years with me, because now I had days when my medication didn’t work. As always, the doctors couldn’t tell me why. 
At work I had to ask my boss for a chair without wheels because if I was having a bad day with involuntary movements, I could have ended up in the office next to me. Some days, I would get to work at 8.30, but would still be in my car at 11.30 because my medication wasn’t working. 
I was getting really bad pains in my legs and finding it hard to sleep. One day I went grocery shopping and found myself stuck in the dog food aisle. I had to phone Jordan and ask him to come and help me. He jumped on his bike and came to get me out of the supermarket. The funny thing was that there are two supermarkets in Wallan and I had forgotten to mention to Jordan which one I was in. He had gone to Safeway and I was in Coles. While I was waiting for him, I would read the label on a can if someone else came down the aisle. When Jordan found me and saw what I was doing, we both started laughing and I now know what goes into a can of Pal.

I have also been stuck in a picture theatre because my medication hasn’t worked. These times are really hard because people just stare at me which can be upsetting. 

I’m on a part disability pension because I work part-time, which means every 6 months or so I have to fill out forms. My doctor also has to fill out part of the forms stating that I still have Parkinson’s. One afternoon, I phoned Centrelink trying to explain to them that my condition isn’t going to get better and there is no cure. The guy said they would still review my eligibility for the pension, but every 2 years rather than every six months. 
In early 2009, I received a letter from Centrelink that reduced me to tears. They had made an appointment on my behalf to see one of their social workers/counselors because I have been on the pension for more than six years. During the appointment, the lady had my most recent doctors report in front of her, but she was still asking why I wasn’t in rehabilitation and when I expected to be well enough to no longer need the pension. I proceeded to tell her if she was going to work in the disability area of Centrelink, she should have a little bit of knowledge as to what the person’s condition is prior to their meeting. I told her that if I was to lose the pension, I would no longer be able to afford my medication etc. 

We applied for Jordan to receive a part carer’s payment from Centrelink but were told my condition was not bad enough.

I also applied for life insurance, but was denied because I have Parkinson’s. 

I am now 43 and taking 4 different medications to help me sleep.  I take anywhere between 8 to 12 Sinemet tablets per day and also take another daily medication between 3 to 5 times per day for my involuntary movements. My bad days can last anywhere between 1 hour to a couple of days.  

I have been with my doctor now for 17 years and although he is the best, I still don’t have a lot of answers. 

I watched a segment on ’60 Minutes’ about an operation (deep brain stimulation) that was performed on a girl. At the end, they said she was basically cured of Tourette Syndrome, which was fantastic for her and her family. It was also mentioned that they had performed the operation on Parkinson’s patients. I spoke to my doctor about it and I was given some information about the operation. What they didn’t tell you on ‘60 Minutes’ was that the operation cost around $50,000 dollars, it isn’t government-funded, and that you could be out of action for up to six months (providing there were no complications). Also, after having the operation, most Parkinson’s patients still have to take some form of medication and even if it is considered a success, it is not a cure. The operation may need to be done again in 3-5 years.

We need to get the word out there in a huge way that more funding is required for research directed at young onset, and Parkinson’s and pregnancy. More education is required amongst the general public and health professionals (so my situation at Centrelink doesn’t happen again). I always give to cancer and children’s charities and will continue do so. My son once asked me “why there isn’t anything like that for people with Parkinson’s?”, and my answer was “I don’t know”. Over the past 20 years, I have met a lot of doctors and unfortunately there are still no solid answers. Maybe 2010 will bring answers…
Even though my bad days now last a lot longer, I am still working part-time and I still have my horse, although I don’t ride like I once did. Jordan is amazing and I have great support from my friends and family and I am happy.
  

· Trace

