
  
     

   
       

 

      

                      
               

             
               

                 
                 

                  
                    
                

                
               

               
               

              

              
                  

                  
             

                      
               

               
                 

               
                     

                  
     

     

             

                 
                 

                 
                  

                  
                 
             

               
                

              
               

     



                  
                    

                 
               

                  
              
               

                  
              

               
                 

                

           
            
         

                 
                 

                 
               

           
 

                
                  

            
                  

     

                  
                

                 
                 

                
          

            
        

              
              

                
                   

              
                   

             
                  

    

              
    

     



           

              
             

             
              

               
            
                 

               
                 
               

             
   

               
                  

               
                 

            

            
              

                
                  
                

  

                
              

                   
             
        

              
               
                  

              
         

                
               

                
           

              
             

            
                

                    

     



                   
                 

    

                 
             
  

   

    

              
               

                     
              

             
                  

             
             

                
            

               
                    

                  
                 

                  
                 

            

           
              

                
                    

                
                  

                  
                 

               
                

                
             

           
         

                  
       

     



                  
                 

    

                 
                 

                  
                

                 
                 
               

               

              

               
               

              
               

              
                   

               
                  

                  
                   

                 
   

                
                 
      

               
           

                
                

                 

                  
                  

              

               
                
                  

                 
                  

               

     



                 
                    
                  

                   
                     

                     
                 

               
              

                  
               

                
              
                

                
               

           

          
                 

                
               

                 
             

                  
                
                

                  
             

             
         

              
            
               

               
                 

                 
               

         

                 
      

                 
                   

                
               

     



               
                  

               
                

                  
                  

                
               

                 
               

                 

              
                

               
           

                 

                 
             

              
                 

    

                
                

                 
                  

                  
                     

                    
     

          
                

              
                

                   
                
                 

                      
                  
                  

            
       

                
               

            
               

    



the registry is formed, and each boy's genetic data is documented, it will be quicker and easier to
locate those boys whose genetics match the potential novel treatment for clinical trials. We now have
5000 signatures in support.

What do we have to do to make the politicians sit up and take notice of our children's plight? How can
we make them see that our cause is just as worthy as the next? Our kids, our families, the
researchers & the scientists deserve better. We may be a minority, and we should not be subjected to
feeling insignificant and unworthy of assistance.

Please don't hesitate to contact me if clarification is needed.

, - • — "

Mrs Pamela

P. Bianchi. Western Australia. Carer's Submission




