Sarah’s Journey with Mucolipidosis Type III
My name is Sarah Noble, I am 18 years old.  My life hasn’t been easy.  I find it hard sometime to understand that I can’t go out and do a lot of things, and I have to sit back sometimes because I have limits on what I can do, but then I think to myself my disability isn’t going to hold me back and it hasn’t.

I say to myself be strong, don’t let anybody get in your way and definitely don’t let anybody say no for an answer as there is always a way around the problems of living with ML.

I started off my life like any other kid.  I liked to rid a bike, jump, and run and even ride a horse, you name it I did it.

My life growing up from a young child to the teens was ok, but I had pain which wasn’t too bad until I turned 13 and headed off to college.  My first year at college was basically hell for me, I was in so much pain it felt like there wasn’t much to live for, because I started to lose my mobility and went into a wheelchair for two years.  I was tired all the time, grumpy, and angry, I was not myself.  The Drs, put me on a lot of medicines but nothing worked for me because the pain was so sharp.  It was like somebody stamping all over me all the time. 

Eventually Prof. Sillence brought mum and I to Australia to do a whole heap of tests.  I had an MRI, blood tests, bone density scan and many more.  My mum talked to Prof Sillence to see what they could do, to deal with the pain and how they could stop me getting any worse because I was just going down hill every day.  So then they came up with an idea.  There was a drug called Pamidronate.  Pamidronate is a drug that they use for people who have cancer and brittle bones.  So when I got home mum and dad had a long talk and said what are we waiting for there is nothing to lose.  We didn’t know if it was going to work or get rid of the pain, it was basically a trial for us.

Mum and dad talked it over with me first and said give it a go, it might work, but I wasn’t to sure about it at first because it meant having a line in for four hours and needles..

So in the end I said to myself if it means not being in pain for the rest of my life then I’ll give it a go and if it meant helping other kids be pain free and if it works that would be so awesome.

So the day came, mum and dad came with me to the hospital to have this treatment.  I started off with 16mg of Pamidronate.  I had to stay in hospital for two nights because they said I might have some side effects.  I got to go home after the second day because I felt fine just a bit tired.  That night I started to get achy and sore and dizzy and could not breathe very well. So it meant that I had to go back to the hospital for another night.  I got to go home the next day though.

The next week I started to feel good and woke up one morning and I noticed that I wasn’t in any more pain.  It was like my whole life changed over night.  It was so unbelievable to feel so good.

After a lot of physo my mobility came back and I can now walk with a walking frame or crutches.  I am so glad that I am taking Pamidronate because it has made my life so much better.  I can move more freely and go without pain every single day.  I still have my up and down days though. 

My mum and dad have been so awesome, they have played a big part in me being pain free.  If it wasn’t for them fighting and encouraging the Drs to consider this treatment I don’t know how I would be today.  I am sooooooooo  grateful, they don’t know how much I love them and how they have helped me be pain free. 

You know the best thing about this whole journey is that I get the chance to help other kids to have the chance of a better life.

The Drs are having trouble getting lines in now and mum and dad are thinking that I will need to have a port in as I have very small veins and the drs can only find one vein that works.

So now I take pamidronate one day at a time.  Hopefully it will be easier with a port in and I won’t mind all the needles
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