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                                                    Autism Spectrum Database-UK (ASD-UK)
Principal Investigator
Dr Jeremy Parr, Senior Lecturer and Honorary Consultant, Paediatric Neurodisability

Why is this project being done?
The Autism Spectrum Database-UK (ASD-UK) is a project to set up a UK research family database of children recently diagnosed with an autism spectrum disorder (ASD). 
Research about ASD often requires large numbers of participants. ASD-UK will collect data about children and their families which will enable large research studies to be undertaken that aim to lead to significant advances in the care and treatment of children.

At present, the majority of families of children with ASD do not have the opportunity to take part in research studies. A national research family database will mean that children and families are more able to participate in research and have access to research findings.  
This new database will work closely with Daslne, the database of children with ASD living in the North East, which was established in 2003. (Therefore families in Northumberland, Tyne and Wear will not be approached about ASD-UK at present.)
How will families be included on ASD-UK?

ASD-UK will provide data about children with a range of ASD diagnoses (for example, autism, pervasive developmental disorder, and Asperger syndrome), ages and abilities. 
To do this we are asking paediatricians and child development teams in over 25 towns and cities in the UK to discuss the project with all parents/carers they see who have a child recently diagnosed with ASD.

Parents will be asked to complete two questionnaires that will provide us with information about their child’s diagnosis and relevant family history. We will also ask parents to provide us with copies of their child’s medical report and education report. The information from the questionnaires and medical and educational reports will be entered onto the database. 

Researchers in the UK will be able to apply to ASD-UK to recruit families to studies that address questions about ASD and aim to lead to improvements in the treatment and quality of life of individuals and their families.
Who is funding the project?

The project is funded by the UK charity Autistica (www.autistica.org.uk). Autistica is committed to ensuring that increased understanding and new scientific knowledge will improve the lives of individuals with ASD and their families.
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