“B IN CHARGE”

The 9th biennial conference of the CHARGE Syndrome Association of Australasia Limited was held at the Esplanade Hotel in beautiful Fremantle, Perth, Western Australia from the 8th to the 10th October 2010.  “B IN CHARGE” was the theme of the conference and this theme was carried though by certain committee members who literally became a Bee!   Pictured below is Conference Committee chairperson Sharon Barrey Grassick embracing Sophie the Bee on the Friday night.  The Bee, made by Sophie, was introduced to the children and delegates at the Friday night ‘Meet and Greet’. 
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	The Esplanade Hotel was a superb venue for the conference which was able to provide onsite child care with excellent facilities.   A wonderful array of food was on offer each day for lunch and no one went hungry! 30 children, including 17 with CHARGE attended the conference.  The conference was attended by 86 delegates, including three speakers from the USA being Tim Hartshorne, David Brown and Kasee Stratton, and Jeremy Kirk from the UK with our very own Rob Last from Melbourne


and George Williams from Sydney. Kim Blake provided an interesting presentation on Endocrinology and recent updates in the world of CHARGE by DVD from Canada.   The DVD was well received and included questions previously sent to Kim from parents to which Kim was able to provide the answers.   Hopefully one year we will be able to have Kim attend a conference in person.   Thanks must go to each of our presenters who freely give up their time to attend our conferences and provide the most recent research and guidance to parents and other professionals working with CHARGE children. 

This year the childcare was overseen by Sophie (the Bee) Makse.   Sophie is an early childhood trained teacher and has worked in deafblind education for 3 years.  Sophie organised some great activities for the children in care including visiting  Cicerellos Seafood Restaurant so the children could touch and feel the marine life in the special pool which is set up for people to have the unique experience.  Forty eight Volunteers assisted Sophie in the childcare and most with signing skills. The volunteers were from TAFE Auslan class, teachers of the deaf and special needs, education assistants and educational interpreters.   This is a fantastic turn out of skilled people looking after our very special children.   

The Friday afternoon clinics with the specialists were well attended with a waiting list having to be drawn up.   This is proving to be a sought after event and one that shows how much the parents enjoy the one to one time with professionals to gain advice and guidance on any issues they may be having. 

Congratulations to the conference committee of Sharon Barrey Grassick, Lisa Watson, Marie Ingley, Jon Ingley, Paul Drok, Shirley Ciccotosto, Sophie Makse, Robin Hamilton and Karen Wickham who provided a well run conference with the presenters covering a broad range of topics.  One of the most inspiring presentations for me was Sharon’s  ‘Sign Chi’.  As a qualified Tai Chi Instructor and Deafblind Educator, she has  adapted basic Tai Chi moves  to incorporate key signs.  This was something I have never done and was so impressed by the calming influence as well as learning some new signs will be able to bring back to New Zealand and I am hoping my daughter’s school will take this up and include the whole school.

A big thank you must go to Belinda, Ellen, Kimberley and Yasmin who presented on the young adult’s panel about their lives and progress on their careers since the conference in 2008.  These four ladies are truly inspirational with their current achievements and goals for the future. 

The Associations Annual General Meeting was held on the Friday night with all the current directors being reappointed to their positions.  Two new members were appointed as Directors.  We are pleased to welcome Lisa Kerr from Auckland New Zealand and Nada Lee from Queensland.  

 At the Saturday night dinner there was host of entertainment with a magician (still cannot work out how he did some of those card tricks!) and the three belly dancers!   Was disappointed the conference committee was not up there strutting their stuff....  The evening was topped off with Rob Last being presented with a book “This is your Life – Rob Last” by Marie Paterson.  As most of you are aware our Rob has been involved with CHARGE and deaf/blind services for a considerable number of years now.  The book contained photos from Rob’s career and stories from both professionals and families who have been privileged to work with Rob over the years. 

The conference closing was topped off with the children, siblings and caregivers all joining in to sing and sign the wonderful and emotional song of the Beatles “let it bee”.   I’m sure there was not a dry eye in the room.

The next conference which will be the 10th Conference held by the Association will be back where it all started in Sydney!  I look forward to seeing you all there.

Annette Stocker
President 
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