Validity of quality of life measurement in young people with ASD.
Why is this research being done?
The aim of this project is to see whether some pre-existing quality of life (QoL) questionnaires are suitable for use with children who have autism spectrum disorder (ASD).  The questionnaires we have chosen to look at are the PedsQL and the KIDSCREEN which both have child and parent versions.  We would like to see how big a difference there is, if any, between how children with ASD rate QoL using these questionnaires compared with how their parents rate it.  We would also like to know what children with ASD think is important for a good QoL compared with children who do not have ASD.  Making sure we have the right tools will help us to improve our research in the future.
What will the researchers be doing?
Children and parents who agree to take part will fill in the questionnaires.  We would also like participants to make a note of any questions that are difficult to understand or seem out of place, and write down any topics they think should have been included in the questionnaires. 
There is an option for children to talk to a researcher about what they thought of the questionnaires in more detail, and to talk about what sort of things interest them and the types of thing that make them happy.
Based on these interviews we will create an anonymised list of what is considered important for a good QoL and ask children who do not have ASD to rate how important these things are to them and how important these things are to the child with ASD.  Although the child completing the ratings will know the child with ASD has helped us with some research, their diagnosis of ASD will not be disclosed.
Who is funding the research?
This research is being funded by Northumberland, Tyne and Wear NHS Trust.
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