
  
     

  

          

                  
                 

   

              
              

          
    

              
              
                 

             
 

                 

         

          
             

                
            

       

              
           

          

        

 

   

 

      



     

      

      

               
             

           
               

        
               

         
        

               
                

      
             

               
         

        
          

                   
               

            

              
              

          
  

       

              
    

               
             

            
             
         



Planning for Nicholas' future and mine. Who will look after him when we cannot? There
is no certainty of what will be available

4.1 think the Government can better help carers by

Streamlining the provision of respite care and funding for such care. At the moment the
system that exists in Victoria is a dog's breakfast, complex beyond belief and what you
access depends on luck, not need in many instances (see point in section 2, above)

Providing extra funding for respite, both in home and residential. The wait lists in
Victoria are a joke. It has taken over two years on a waiting list for us to access
occasional residential respite with Yooralla for Nicholas. Let me put this clearly: the
need is huge and the services paltry. Many people will struggle for years without help.

Providing after school and holiday care for children attending special schools. This is a
fundamental right which many of these children have no access to. I can only speak for
Victoria, but from speaking to other parents other states are even worse. All parents of
children with disabilities should be able to work if they so choose.

Stop the buck passing between state and federal governments. Work together to achieve
the above. Carers do not care who does what. We just want it to happen.

Shifting dramatically the way that residential care for disabled adults who are unable to
be independent is delivered.
What is needed is a system like that of nursing homes for the elderly, but for young
adults. These need to be homes where such adults with disabilities are looked after by
trained staff and lead as much as possible fulfilling lives. Organisations such as ABLE
provide this for multiply disabled adults. They get nowhere enough funding. Much, much
more is required.
The government has no idea what is going to hit it in the next decade. There is an
epidemic of children like Nicholas who survived a traumatic birth and multiple
disabilities and will be becoming adults without a future. Who will look after him when
we cannot? In the past such children would not have survived. Why did the doctors save
him when the services that he will desperately need in the future are not there?

I would like an answer to this question in particular. And here my energy and time have
run out. Nicholas is screaming at me because he wants to eat, and his nappy needs
changing and my daughter is also looking for attention.

I hope this enquiry actually achieves something for carers. I would like to be informed of
any outcomes.

Cynthia 




