Altogether Autism Northland Regional Network Meeting

10.30am Wednesday 16 April 2008 at the Cricket Pavilion, Whangarei.

Minutes
A number of parents traveled some distance to attend the meeting including 2 parents from Kaitaia, 1 parent from Maungaturoto and Kerikeri

Apologies:  Lisa Davidson, Behavioral Support Special Services Whg hospital and Jeanette Anderson Child Health Centre.

Due to the cancellation of the plane from Hamilton, the National Coordinator and guest speaker Tanya Breen were unable to attend. Leah Petersen, local advisor for altogether autism gave their apologies, especially to those who had traveled considerable distance to attend. Leah explained the change in format for the meeting.

Attendees were made aware that Leah could contact the National Coordinator throughout the meeting to answer any questions the group had. Attendees were provided with Leah’s contact details and Altogether Autism brochure.

Leah gave a presentation about altogether autism. Then provided information about the NZ ASD Guidelines provided by the National Coordinator. Details of this can be found on Altogether Autism website. Leah had downloaded a copy of the NZ Autism Spectrum Disorder Guideline Summary for people’s interest. 

Leah spoke about her role with altogether autism and her experience as a parent of a children with disabilities and how this lead to her taking up the position of local advisor for altogether autism. 

Attendees were invited to speak and parents especially used this opportunity.

The two Occupational therapists from the Child Health Care Center spoke and answered questions.  They agreed to take back the frustrations of parents of long waiting lists and no expert in the field. They explained their role that they assess “functionability and strategies to be more independent and successful in every day life.

COMMENTS/CONCERNS EXPRESSED BY PARENTS

Parents express their frustration in the difficulty they have obtaining a proper diagnosis for their child. It was suggested that many parents were driving to Auckland to get this done privately. A GP in Kerikeri was also mentioned.

A reason stated by parents were keen to have their child diagnosed was that it helped at school.  Children need a label so that their parents can then educate the teachers about ASD. 

Lots of concern was expressed that children on the spectrum do not get enough help in schools or funding from Group special Education.  Children are deemed ineligible for ORRS or other funding because their behavior not deemed challenging enough.  Schools are not equipped with teachers with knowledge of Autism.

Parents are genuinely desperate for help.

Questions

How do you go about getting the diagnosis?  (You have to tick boxes and it is hard to get the professionals to do this) There are waiting lists to see a pediatrician and the ASD diagnostic clinic has a long waiting list too.

Has anyone heard of the Dore programme and does it work?  

Numbers of people in the community with Autism?  Is there any statistics?

What drugs are being used?  Are children being medicated?

What is “tracking” is there any information on this? (Computer based? Tina Cowley were also mentioned something to do with eyes and colored glasses)

Is there any evidence of not “overloading” your child ie the question was around parents having extra tutoring for their children and the schools advising them not to overload the child?

Whangarei Boys High School has three questions.

1. What are successful careers for boys with ASO?

2. How to teach social skills?

3. How to involve boys with descriptive writing?

Meeting ended around 12.30p Leah Petersen
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