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Velocardiofacial Syndrome Support Group
Minutes of Meeting

Tuesday 25th July 2006, 7.30pm

 Parent & Family Resource Centre, Onehunga

Present:   Melissa Richardson, Sonia Brown, Nanci Campion, Maeve Morrison, Craig and Michelle        Wylde, Kelly West, Pat (Kelly’s mum), Carol-Anne Kempster, Margaret Laird (Psycologist from Taikura Trust), Astrid King, Steve and Wendy Harrison                     

Firstly a big ‘thank you’ to Margaret Laird for coming along to our meeting on Wednesday.  It was wonderful to have her and her input was most valuable.  Please pass on our thanks to her Carol-Anne.

It was lovely to meet Kelly West and her mum Pat who were up from Hamilton.  Welcome to the group and we look forward to seeing and hearing much more from you and your family. 

There was lots of discussion during the meeting about many things and so I have simply made bullet points of certain issues and points that were spoken about or raised.  Some of these notes have been spoken about at previous meetings.  I hope you all get one or two things from the points listed below.

· Taikura Trust are ‘needs assessors’ who decide how  much help/funding you are entitled to for your child.  They then organise the supporters to give you this help.  It was mentioned that Taikura Trust has recently had an overhaul and a few changes within the organisation, so for those of you that may have tried to get help through them before but been unsuccessful, perhaps you could revisit them again, now that they have revamped their systems so to speak.

· Our kids often don’t qualify for ORRS funding unless they are severely disabled, often physically.

· Get to know your children’s SENCO (Special Education Needs Co-ordinator) at their school.  Every school has one and they are responsible for organising and co-ordinating the special needs of children who are struggling.

· It was agreed that it is necessary to PUSH, PUSH, PUSH at the schools for these kids, as because they are often quite and good kids in class, they are often overlooked and forgotten because they learn to copy others and their true disabilities are often masked.

· Talk to your kids’ teachers about the tests they are setting for the kids.  Don’t make them sit tests they are obviously going to fail.  Tests need to be readjusted so that they have a chance of at least completing and getting correct, some of the tests they are sitting.  If they constantly fail tests, this erodes their self esteem.  Homework also needs to be modified.  For eg.  Sitting 12 questions instead of 30.

· Kumon Maths and English is often excellent for these children.  So is ‘Numberworx’.

· Craig and Michelle looked into the ‘Mathematic Computer Tutor’ software maths program which sounded fantastic with access to tutors day and night to help with questions, however the program cost around $4000.

· It was explained by Margaret Laird that children with learning disabilities often don’t understand the WAY in which they are taught, so even if they have a teacher aide to help them, it does not always pay off, because they are still being taught in the same way and so the problem continues.  Sometimes the WAY in which these kids are taught needs to be changed.

· Help to keep the children’s confidence up by constantly praising them for trying hard and make a point of noticing even the small achievements or things they are doing well.  Reinforce everything they do, not just the stuff they are doing well at.

· Skill Based Drama is excellent for these kids.

· These children often don’t initiate imaginative play.  They copy other kids and what they are doing.

· Talk to your kids lots and lots.  Do ‘social stories’ with them.  Give them lots of names for the emotions they are feeling.  Explain how their body might be feeling if they are experiencing a certain feeling.  Eg.  Anger = hot, tense

· Do lots of role playing with kids to teach them appropriate behaviour

· ‘Rainbow House’ is a good resource for getting help with kids with special needs

· Look for schools that are based more on ‘life skills’ than ‘academic achievement’

· AUT has fantastic support for kids with special needs

· Talk to your school about what you want for your child.  Don’t send them to schools that are overly concerned with ‘external results’.

· Choose a school that cares about ‘the children’.  It is very important to research potential schools and pick the right one for your child.

· With the older kids, monitor their friendships, phone conversations, school friends.  Always keep on top of what is happening in their world so you can be ready to jump on any potential problems before they get too big.

· Help get the kids a good broad social base with lots of safe social environments.  Ie. Church youth groups, sports clubs, scouts, guides etc.

· Warn them about the dangers of drugs and alcohol.  

· It is important to tell your child they have VCFS but the timing is different for everyone.  Don’t let them use VCFS as an excuse for not achieving.

· Find a hobby or interest for them where they can express themselves like with art or painting; especially if they are not good talkers.

· If your children don’t like socialising, sometimes you have to push them into it with your support.  Help them make friends by inviting over playmates and do lots of fun social things with them.

· VCFS children share similar traits to that of Autistic children in some areas, especially socially.

· Do lots of social interactions with neighbours, friends, sports groups and include your children.

· It is very important to teach these kids about DANGER, as they are often extremely gullible and naïve.

· These children are very ‘visual’ learners and often benefit greatly when you are explaining something or they are learning something, if you can offer visual aids.

· It is very important to teach these kids ‘life skills’ and do whatever it takes to help them fit in with their peer group.

· In schooling, it is better to hold them back a year in the early years rather than the latter.

· Spend time in school ‘parent helping’ so you can monitor and watch your child and the other children in their class.

· If your child seems clumsy, get their vision checked.  This is often affected and can make a big difference to learning.  Because these children have low muscle tone, they often have trouble holding their vision steady when reading the blackboard or reading books.  Use rulers or the like to help them keep their vision steady when reading.  They can suffer with tracking problems because of the low muscle tone affecting their eyes.  Looking up and down from board to books can be very tiring and hard for them to re focus each time.  Make the teacher aware of this.  Certain eye exercises can be very good and help them.  Consider seeing a ‘BEHAVIOURAL OPTOMETRIST’.
· “Brain Gym” is excellent for these kids to get their brains working before starting lessons in class.

· Get the kids doing things that improve their co-ordination such as sports, trampolining, swimming, dancing.

· We are looking at getting an official NZ website set up for VCFS.  Sonia is currently looking into this and Nanci and Melissa will be involved in this process also.

· There are currently a few of us who are going to attend the VCFS Conference in Melbourne in November.  They are:  Maeve Morrision, Melissa Richardson, Nanci Campion, Sonia Brown, Wendy Harrison.

If anyone is interested in coming also and wants to meet up over there, please e mail Melissa on steven.mel@xtra.co.nz.  

If there are any specific areas of interest or questions you would like asked at the conference, please also forward these to Melissa and we as a group will endeavour to find out the answers or some info for you on your questions while we are over there.

Thank you once again to everyone who attended the meeting.  It was wonderful to meet you all again.  

We are hoping to get Glen Bartlett as a guest speaker for the next meeting.  Glen is a Plastic Surgeon.  I will let you all know if we are successful in due course.

In the meantime I hope all your families are well and lots of love and best wishes to all the kids.

Just before I sign off, I saw this quote the other day and thought it was great.  Thought I would share it with you all.

“I am not here to live up to your expectations,

And you are not here to live up to mine”.
Next Meeting:   Tuesday   19th September 2006, 7.30pm, Parent & Family Resource Centre, 

  Onehunga.
