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North Island  

Family Gathering 

2011!  

Fun in the Hot Pools in Taupo!!!  



 
Well, the highlight in this newsletter for the Fragile X Trust trus-

tees is undoubtedly the fact that we didnõt have to do a thing!*  

In the past, Judith has compiled the newsletter and I have edited 

it. This time, Andrea has added one more job to her ever -growing 

list and has produced the first of a new era of newsletters. No 

longer are they put together late at night once the kids are in 

bed, we have a paid coordinator who can take time to plan the 

them, encourage contributions from families, and provide well -considered information 

pieces. In this issue, the contributions from Trish Priscott and Vicki Williams are particu-

larly heart -warming. With two teenage fragile X sons of my own, I really appreciate hear-

ing how well Craig is getting on.  
 

I also really enjoyed meeting many new families at the Taupo Gathering. The record num-

ber of families attending is in line with the Trust mailing list that continues to grow; we 

are now close to 120 families. This is perhaps partly due to better diagnosis, but probably 

more likely because we now offer a real service to families: the clinics and the proactive 

support that Andrea is able to provide. It is really rewarding to see families draw bene-

fits from this service. Most encouraging of all is to meet more and more families like the 

Prescott's who have survived the initial difficult experience of diagnosis and now recog-

nise that the fragile X diagnosis is not a cage, itõs a key to unlock your childõs potential. 
 

Best wishes to all for the holiday season.  
 

Chris Hollis        

Chairperson, Fragile X Trust     * I donõt even need to choose my own photo! 
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Cheers from the Chair 

Good attendance at the recent AGM in Taupo  
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What fantastic family fun we had in Taupo!  Looking at the photos 

might very well inspire you to come to the next one in Nelson!  

Before that we had two workshops and various activities in 

September while Louise Gane was here from the M.I.N.D. Institute 

in the US. We were successful in attracting professionals to attend 

and gain valuable knowledge about fragile X. Families also benefited 

from her wealth of knowledge and generosity in spending time with 

our children and families.  Kate Skinner gave an excellent 

presentation about sensory integration and helped those present to 

understand this complex and important part of our children's lives. 

This was the first workshop for many of our new families in Auckland and  a  welcome to our 

community! 

Around this time Anita Nichols and I made presentations to schools in Wellington and 

Whangarei about fragile X.  We have also been active in an advocacy role for a number of 

families, helping to achieve good outcomes.  We have assisted families navigate the ORS 

process and supported them in their transition to school.  

The second of our Fragile X Clinical Forums took place on the 7th November.  The Fragile X 

Trust undertakes the coordination of this clinic liaising with families and local paediatricians 

to set up appointments etc.  We continue to receive good feedback and plan to run another 

in March/April next year.  In October we were accepted as International Affiliate 

Members of the Fragile X Clinical and Research Consortium, the first small group of 

international members.  

The 22nd -25th of November I attended the Paediatrics Conference in Auckland with an 

information booth kindly sponsored by New Zealand Organisation for Rare Disorders. The 

purpose was to raise awareness about fragile X and promote the specialist Clinical Forum.  

This proved to be very successful and useful.  It seems 

most paediatricians are now aware children with 

delayed development should be routinely tested for 

fragile X. Thanks to John Forman from NZORD for his 

generous support, making this opportunity possible.  

The highlight amongst all this activity has been 

meeting some of the families new to the Fragile X 

Trust. Itõs great to put faces to names and meet the 

children. What an inspiring group of families you are, 

doing great things with you children.  

Collectively we are  making a difference to the level of 

knowledge about fragile X in the community and 

creating a brighter future for our children.  

Happy Holidays everyone!  
 

Andrea Lee  

National Coordinatorôs Report 

Discussing Fragile X at the recent National 
Paediatric Conference in Auckland 
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North Island Family Gathering 2011 - Taupo 

Shantelle, Konah and Catlin 

Family fun at DeBretts, Taupo for our annual 
North Island Family Gathering.   A  record 
twenty -two families participated over the 
weekend. Everyone had a fantastic time 
catching up with old friends and new!!!!!!  

Jodi, Shelia and Anita 

Cockcroft family enjoying the BBQ 

Lance and Helen hard at work on the BBQ 
-Thanks guys! 

Lydia and Jada 
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Get together on Friday night as we all arrived  

Sunday Mumsô breakfast get together - before our morning coffee!  

Norman family with Anita in the Hot Pools  James with Mum Barbara 


