Jordan’s Story…

My name is Jordan and I live with my mum in Wallan. It has been just me and her for about 8 years now. My mum has had Parkinson’s disease for as long as I can remember, but it hasn’t always been so bad. When I was younger, it was never necessary for me to look after her, as her bad moments were very rare and there was always someone else to help. But as I got older and her ‘moments’ got more and more frequent, I had to understand what was wrong with her and look after her when necessary and when there was no one else around. 

When I was younger and obviously still to this day, I have to sometimes cook dinner for me and my mum. She is sometimes unable to cook if she is having one of her moments and is unable to move off the couch. I have never really found my mum having Parkinson’s disease difficult to live with as I’ve grown up with it and I just don’t worry about it. I put up with it and think of all the other people who are far worse off. My mum will sometimes has bad weeks, when every day she will shake and have a moment at least once or possibly be bad all day, (these days there is nothing we can do but just wait, we can’t do anything about it). These weeks and days are hard, as things we have had planned or things that needed to be done cannot be done as my mum cannot do anything. These days and weeks get easier as I get older though, as I can do more things myself and help out around the house more. The hardest times are when we are out and my mum has a moment, as she feels embarrassed and this just makes things worse. I don’t mind as I don’t care what anyone else thinks. I just help my mum which may mean holding her up and helping her walk as she cannot walk or stand up when she’s shaking. 
I’ve noticed many things about my mum’s Parkinson’s over the years. For example, she seems to have bad moments more often when she’s stressed and she has started to worry a lot more about small things.

By far the worst experience I have ever had with my mum’s Parkinson’s would have to have been when we were in Thailand. My mum left one of her tablet containers in the sun and the coating of the tablets melted and all the tablets melted together. It was my mum’s last lot of tablets and as we were in a different country (and a very disadvantaged country), it was extremely hard to get more. We had no idea how to get tablets and even if we did, my mum’s prescription did not work over here. As we had no idea about where the hospitals or medical centres were, we just had to get in a taxi and tell the driver to go to the nearest hospital. After going to 2 different hospitals, we found the one that would help my mum. It was very hard to talk to the doctors, let alone try and explain to them what was wrong with my mum. As I couldn’t explain to them what she needed, they put us in a waiting room and we had to wait to see a doctor. 

When we saw the doctor and he had a look at my mum, he asked her to get up on a bed for a checkup. This was not what she needed as all, she just needed her tablets and she would be fine. I was trying to explain this to them, but they could barley understand, and had no idea why she was like she was. After seeing three different doctors, they still had no idea what was wrong with her. Eventually, they got some tablets for her, although at times it seemed that they were never going to give them to her. This was the day from hell, because if we hadn’t been able to get her the medication, my mum would have been buggered and we would have been going home.

Experiences like Thailand can be hell and can seem to never be getting any better, but you just have to fight through it. Parkinson’s disease is not a life or death matter, it’s just a hurdle to get over.

