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Managing Repetitive Behaviours in young children with Autism Spectrum Disorder

Professional Information Sheet

Background
Repetitive behaviours (RBs) such as repetitive motor mannerisms, non-functional routines, preoccupation with restricted interests, resistance to change, are a core feature of autism spectrum disorder (ASD). These RBs can cause significant social impairment and distress for the individual and their family, interfere with learning and decrease the likelihood of positive interaction and acquisition of new skills. There is no parent group based intervention targeting RBs for young children with ASD. Most early ASD parent groups focus on social communication skills. We have developed, with parents, and professionals a new parent based group intervention that focuses on identification, understanding and management of RBs in young children.      
Aims of the current study
The short-term aim is to conduct a feasibility study of our new parent group intervention to help parents understand and manage their child’s repetitive behaviours. This study will inform the design of a fully-powered study, and help us identify what level of treatment is required to maximise benefits to individual children with ASD. The long-term objective is to enable parents to have a better understanding of why children with ASD may show several repetitive behaviours, and manage those behaviours which cause difficulty for the family. 
The nature of the study

We will recruit 36 parents of young children with ASD, aged 3 to 8 years, who show several repetitive behaviours. Eighteen parents will be randomised to the intervention (whilst continuing to receive all other treatment as usual), and 18 to control (treatment as usual) with the offer of  the parent group intervention at a later date. Outcome will be measured in terms of external rating of vignettes of ‘target’ behaviours; ‘blind’ researcher-coded video ratings of child RBs and parent management strategies in parent-child interaction; parent rated RB questionnaires; parental self efficacy and confidence in using intervention strategies taught during the group; teacher ratings of child RBs; and independent researcher ratings of the child’s overall functioning.

     
The Intervention

The intervention is a newly developed parent group intervention to manage repetitive behaviours in young children with ASD. This intervention involves parents  meeting in a group with other parents  for 8 weekly sessions, each lasting for 2 hours, and held during the day. The group sessions will be delivered by two or more trained professionals. 

Inclusion Criteria

· Children aged 3-8 with a diagnosis of autism, ASD or Asperger syndrome

· Parent/carer and young person with sufficient spoken English to take part in assessments and the group sessions
· Parent/carer willing to attend the parent group intervention
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Exclusion Criteria
There are no exclusion criteria.
Referral Procedure
If you know of a child and family who meet the inclusion criteria, please:
· Introduce the study in outline to the family as per this information sheet
· Give the parent information sheet to the family
· If they agree, complete the expression of interest form and fax back to research associate on 0191 282 4725
Alternatively, you may send the information sheets, plus a form and SAE to the family, who can return the expression of interest form directly to the research study team. 
We will also be recruiting for the study via 
· Database of Children with Autism Spectrum Disorders living in the North East (Daslne) http://www.ncl.ac.uk/daslne/
· Childhood Autism Research Group Online (Cargo-ne) http://www.ncl.ac.uk/cargo-ne/
· And the Newsletters of North East Special Needs Network, and Contact a Family
For all interested families, we will be asking them to contact their local clinically responsible paediatrician or CAMHS professional to discuss the study before being referred.

Following Referral

· A member of the study team will contact the family to introduce themselves and explain the trial procedure.
· At a home visit, the family will be invited by the researcher to consent to take part in the study.
· If they consent then the study team will arrange the baseline assessments which will take place either at home, school or at our assessment rooms.
· If the child meets inclusion criteria for the study, we will put the family forward for randomisation.
· You will be informed along with the family by the study team of the results of randomisation.
· Families randomised to the intervention will be contacted by the study team to arrange attending the parent group sessions. They will remain under the overall clinical responsibility of local teams and should continue to receive their existing routine care while the group intervention is taking place.  

· Families randomised to treatment as usual will remain under overall clinical care of local teams and should continue to receive their existing routine care.

· Families in both arms of the trial will receive research assessments at baseline, and after 10, 18 and 24 weeks. If possible we would ask that any medication taken by the child is kept at the same level (ie. until after the final study assessments have been completed).
Contact Information
You are welcome to ring to discuss a referral or seek further information:

Please contact:

 Dr Vicki Grahame Tel:  0191 287 5260/62,   Fax:  0191 287 5261 Email:  Victoria.Grahame@ntw.nhs.uk Complex Neurodevelopmental Disorders Service, Walkergate Park, Benfield Road, Newcastle, NE6 4QD or 
Professor Ann LeCouteur Tel: 0191 282 1384 Email: a.s.le-couteur@newcastle.ac.uk  Institute of Health and Society, Newcastle University, Sir James Spence Institute, Royal Victoria Infirmary, Queen Victoria Road, Newcastle upon Tyne, NE1 4L  
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