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Database on Children with Autism Spectrum      Disorder living in the North East
Information for Parents
There is an urgent need for accurate information about the numbers of children with autism spectrum disorder. Children can have a range of types of difficulties and as this has been better understood, so the number of children and families who need advice and support is growing.  Yet health, education and social services are struggling to respond and to plan for the future. Therefore, a comprehensive database is an important resource for parents and professionals.
You are being invited to give details about your child to be stored on the Daslne database.  Here is information to help you to decide whether or not you wish to take part.  Please ask if there is anything you do not understand, or if you would like more information.  Sorry that this is a long document, but we have tried to answer all possible questions.      Thank you for reading this.
Why have I been approached?

Professionals working in local services in the North East are asked to speak to parents they know whose children have received a diagnosis of autism, autism spectrum disorder, pervasive developmental disorder or Asperger syndrome.  All of these terms are part of the ‘autism spectrum’. Children with these diagnoses are included in the database for children with Autism Spectrum Disorder (ASD) living in the North East.  The database has been planned by a group of local parents, voluntary groups and professionals, to assist with the understanding of these disorders and the needs of the children and families. 

The database started in 2003, and includes children living in Newcastle, North Tyneside, Gateshead, Northumberland, South Tyneside and Sunderland.
How will the database help my child and my family, or other families?

The Daslne database is able to provide descriptions of the needs of children at different ages and stages, and raise the status of children and families in local planning.  Parents of children with ASD are able to ask for all the same information (anonymised) as the professionals. This will enable parents to lobby for helpful services where they are needed.  The database cannot guarantee what services are available, but it will provide accurate information, which is a good start.

Who holds the details of the children?  How can I be sure they will be kept confidential?

Daslne is run by a small team in Child Health in the University of Newcastle upon Tyne. The team stores the data on a secure server.   Only the database team have access to information about individuals, and no identifying information will ever be released. (For example, there will never be any connection with social services).  When we write reports about the database, only information on groups of children will be included.

What details will be held about my child?

For each child whose parents agree, the information includes:

· date of birth
· address

· names of brothers and sisters

· whether any brothers and sisters also have similar difficulties

· name and type of school (if appropriate)

· your child’s diagnosis

· a checklist of some common behaviour problems.  
With your permission, we will ask a local professional you suggest to give us further information about medical diagnoses, and the details of your child’s ASD diagnosis.

The information requested also includes your child’s NHS number. Everyone is given an NHS number at birth, and this forms the basis of your entry on the National Health Service Central Register. This also records which GP you are registered with and is updated with vital information such as cancer diagnoses and date of death.  So we would like to ask you for permission to ‘flag’ your record on this Central Register, so that Daslne will automatically be told, for example, if you change GP.  Another section on the attached consent form asks permission for us to tell your GP about Daslne. Letting your GP know is a suggestion made by the Ethical Committee for the Health Service, so that you are protected from too many requests related to research.

If I agree, what happens next?

There are two ways in which you can join Daslne, by going to the Daslne website (www.daslne.org) and following the links to the database – or by post.  

If you prefer the electronic route, you will be asked to give a small amount of information about your child and then will be emailed your unique password. Once you enter your email address and the password, you will be able to give your consent and fill in a short Questionnaire.   If you prefer to use the post, the first step is to give your written agreement on the attached consent form.  This should be returned by you, or by the professional who discussed Daslne with you.  You will then be sent the Daslne Questionnaire to complete and return to the database team.  You will suggest a professional who knows your child to fill in a separate Questionnaire. 
If you would like help in filling in your Questionnaire, then please ask the database team, a professional in your local services, or another parent.  (If you prefer, all the basic details can instead be filled in from your child’s health or education file by a professional known to you, without taking up your time.  If you would like to check the details, please ask to see the form before it is sent in to Daslne.)
How was the database set up?
From 2003 it took about three years to contact the parents of all the children aged up to 11 years old (the survey phase).  Now, information about newly diagnosed children is added as their parents agree.  Where information about a pre-school child is entered on Daslne, the database team contacts the family soon after the child reaches 6 years of age in order to update the details held on the database.  
From time to time, we need to ensure we have up to date information. If you as a parent are agreeable, we would therefore like ask to meet your child, if selected, at 6 years or older, for a short time to ensure that we have all the relevant information with regard to their abilities.  This would be discussed fully with you before it is arranged. 

The database will continue until the young people are aged 18 years so that the information will become useful at the very important time of planning for school-leaving.  After the young person reaches the age of 18 the data will remain on file.  Should a young person contact Daslne at the age of 18 and wish to have all identifiable information removed then this will be done.  However, we will retain information on year of birth, gender, district and diagnosis (please see section below “What if I do not give consent?”)
How will the information in the database be used?

The main purposes are to have information for planning service provision, and for suggesting priorities for research.  The database makes available regular reports of anonymised information, e.g. on the number of children at different ages, and on the broad needs of these children and families.  It also responds to requests for particular types of information.  Here is an example of how this might work. Some parents in one area might want to organise a group for brothers and sisters of children with autism - they could request information on local numbers and ages.  But only the database team will then make contact with individuals about this new opportunity (if those families have agreed to receiving this kind of news).

Thus there are three main purposes:

· To help families to work together with, Local Authorities, and Health Services to plan services for children with autism spectrum disorder through having accurate information.

· To allow research analysis of data to answer questions about changes in numbers of children with autism spectrum disorder, how severe the difficulties are, and where groups of children live.

· To allow research studies on groups of children whose parents have agreed to such studies.  Such studies might look at causes, impact on family life, how best to organise services, and trials of educational approaches or therapies.

What if I do not give consent for information on my child to be included?

The services you and your child receive will not be affected by whether you agree to take part or not.  

Where parents do not consent, we have permission from the Ethical Committee for Health for Daslne to keep a minimum data set for every child with ASD known to local professionals. This will consist of the year of birth, gender, diagnosis and district where the child lives. This information will be anonymous, but it is vital for this information to be collected in order to understand changing trends in rates of diagnosis of autism spectrum disorder. For the database to be most useful, it must aim at giving a complete picture.  We would therefore like your help with this, by agreeing to participate in Daslne.

Will I hear from you again?

All families who agree to be part of Daslne, and give permission for further contact, receive a regular newsletter describing how the database is progressing, some summaries of anonymised information, and updates on how the information is being put to use.  The newsletters will contain an invitation to be part of discussion groups about how best to use the database and how to decide on priorities for research. Daslne will also send occasional information from local services and voluntary organisations.  
All mailings sent to you will have been agreed by the Daslne Steering Group (chaired by Professor Allan Colver, Consultant Community Paediatrician) whose job it is to advise on the development of the database. The Steering Group includes key health and education professionals from North-East districts, and representatives from parent organisations.

You also have an option to give consent to be contacted about future research projects.  Such contact will happen only after the Steering Group has approved the research proposal. 

If a problem occurs during your contacts with Daslne then please speak to Professor Allan Colver (Allan.Colver@ncl.ac.uk), Chair of the Steering Group, on 0191 282 0676, who will be ready to hear any complaint and to try to resolve the problem.
Thank you for reading this information.  Now please read through the attached consent form.

Website:  www.daslne.org
If you have further questions, please ask the professional who gave the information sheet to you, or contact:

Helen McConachie - Director of  Daslne, helen.mcconachie@ncl.ac.uk
Mary Johnson:          Coordinator, Daslne
Postal address: 
Daslne, Sir James Spence Institute, 3rd Floor, RVI



Queen Victoria Road, Newcastle UponTyne, NE1 4LP
For general enquiries please e.mail:
 daslne@ncl.ac.uk.

Telephone:
0191
282 1400 







You can also speak to:        Morag Churchill who is a parent representative on the steering group.  Contact through daslne@ncl.ac.uk 
Daslne is very grateful to the Northern Rock Foundation for initial funding to set up the database, and to Newcastle University for continuing administration funding.
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