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Velocardiofacial Syndrome Support Group
Minutes of Meeting

Wednesday 30 March 2005, 7.30pm

 Parent & Family Resource Centre, Onehunga

Present:  Maeve Morrison, Nanci Campion, Astrid King, Heather Alford, Sonia Brown, Melinka Watkins (Melinka’s Mum and Husband), Carol Anne Kempster, Melissa Richardson.
· The VCFS packs that are currently being put together by Melissa were discussed. The pack will be available to the family of a child with a diagnosis of VCFS.  It will include a letter to parents of VCFS children, a Faces of Sunshine Book and a VCFS Pamphlet.  

It was decided that when these packs were made up, we should give a sample pack to key people in the medical industry at both Starship and Middlemore Hospital, including Genetics and Medical Departments.  Specific names to be confirmed.

These key people who hold the packs can show them to parents of newly diagnosed children with VCFS and if the parents are interested, they can contact our support group and request a pack to be sent to them.  

Some discussion was had on the possibility of charging for these packs, however no firm decision was made on this.

· A discussion was had about setting up a Website for the VCFS Support Group and perhaps even linking in to the Australian VCFS webpage.  We could also include links to, and/or the Heart Children website and cleft palate websites.  Geoff and Pip who Heather Alford mentioned were two names that were put forward that may be able to help us with this project.  Another possible contact to help us would be Jaap Corver who is currently on the VCFS Support Group mailing list.

For your information; the Heart Children’s Website is www.heartchildren.org.nz and the Cleft Palate Support Group’s Website is www.cleftsupport.org.nz.

· A lot of ideas were thrown around about what we could look at doing in the future to raise the awareness of VCFS and its many implications for our children, particularly in a school and/or learning environment, where the syndrome is often hard for teachers to understand.

Some of the ideas that were put forward for thought were:

· hold an information stall at a ‘special needs’ conference or similar to educate people on the syndrome.

· Send information packs out to ‘special needs’ teachers/schools and/or mainstream schools and teachers detailing what to look for in children that may be affected or struggling in their classes with such things as excessive nasal speech, concentration problems, difficulty fitting in, speech trouble and understanding, trouble with abstract reasoning etc.

· It was bought up that Omega 3 Supplements and Rescue Remedy, both available from most Health Stores, can be very helpful with children with VCFS as they are very good for brain development and can help with hyperactive behaviour.

· Heather Alford is going to contact ‘Filipa Tomaz’ who is the new Family Liaison Coordinator for Heart Children NZ to see if she would be interested in coming along to a future meeting as a guest speaker.  Filipa is a Clinical Psychologist with a particular interest in Child Psychotherapy.  We will keep you posted on this.

· We discussed the possibility of having a 1 DAY SEMINAR for the support group and any others that would like to attend, where we would feature 1 full day of back to back guest speakers who would come along and speak on various issues that affect our children such as, Early Education, Adolescence, Feeding Problems, Psychology etc.  We also thought about getting an adult who is currently living with VCFS to come in and give their story, along with a parent of a VCFS child.

Next Meeting:   Wednesday 8th June 2005, 7.30pm, Parent & Family Resource Centre, 

  Onehunga.

