The Hon [insert MPs name], 
MP [Insert address]  
  
[Insert date]  
  
Dear [insert name of MP], 
I am writing to you to formally introduce myself.  My name is as [insert name] and I live in your electorate of [insert electorate].  
 I am diagnosed  OR ( my son/daughter/father/ mother / family member INSERT) is diagnosed with a rare debilitating rare disease called Fabry disease. This is a life-threatening progressive condition that affects me daily (Describe briefly remembering that MP’s receive 100’s of letters each day). It took a long time to get my diagnosis and now I would like to be sure my Fabry disease is well managed and well treated.
Currently there are treatments for Fabry disease called Enzyme Replacement Therapies. I am most grateful that there are these therapies available to stabilise and improve my (or my son’s / daughter’s / mother’s / father’s) progressive condition.
There is also a new therapy that is now listed by the TGA and is being considered to list on the Life Saving Drugs Program (LSDP) which is a tablet therapy. This is now listed in the UK, Canada, Europe and now Japan. I would like to see it listed in Australia, so it can help my (or your family members’) Fabry disease. It is a treatment that would help me (my family member) by keeping my symptoms at bay allowing me to continue to work……….. etc keep brief!
As my local MP, I would like to share with you my current experience living with Fabry Disease.  Fabry Australia, my Fabry Disease Patient Support Organisation, is calling for all Ministers and Senators to support that Fabry patients are well managed and can access the latest Fabry disease treatments including the new oral therapy Galafold/Migalastat.  It is vital that Fabry patients access sustainable clinical services to provide ongoing care, management of Fabry Disease. Fabry Disease is a complex, chronic, progressive disease that requires a multidisciplinary approach via a centre of expertise. 
 
I welcome the opportunity to brief you further, and I look forward to your response.  
  
Yours sincerely,  
[Insert name]
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