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The Fragile X Trust would like to wish 
everyone a very Merry Christmas and 

a happy and safe 2008! 



�

Hi to you all. 
 
It was great catching up with many of you at the Taupo family gathering.  For those of you who couldn’t 
be there, seventeen families met at the Taupo Top Ten attending a half-day workshop presented by 
Louise Gane, followed by an afternoon relaxing at the hot pools (see photos on page 8).  The weekend 
was enjoyed by everyone and it was great to see the kids having so much fun together.  Thanks very 
much to Rob Whittleton for organising the barbeque and to Louise for bringing her special magic to the 
weekend.  At our AGM, past chairperson Chris Heenan stood down from the Trust, having overseen the 
transition to the new Wellington-based team, and we welcomed Barbara Shelley as new trustee.  
 
The following weekend, Louise was a keynote speaker at the NZORD (NZ Organisation for Rare 
Disorders) Conference, which was held in Wellington and had a special focus on genetic screening.  
Louise outlined the need for a newborn screening programme for fragile X syndrome in New Zealand to 
an influential audience that included geneticists, members of the Bioethics Council, and the head of the 
National Screening Unit.  It was a great speech that impressed everyone present.  I will be following up 
the momentum for newborn screening by attending and, if my abstract is accepted, presenting at a 
screening symposium in Wellington in April.  Thanks to Chris Hollis and Judith & Phil Spier for attending 
this conference.  It is always good to have other families come along to these types of conferences as the 
more of us there are, the greater the presence and visibility we have.  So if you are interested in attending 
a conference or helping me out to man or woman a booth at a conference, let me know.  It would be 
great to have you attend.  
 
In November I went to the Paediatrician Conference in Christchurch where I manned the Trust booth and 
presented a poster outlining the education programme successfully launched by the Trust this year.  It 
was a good chance to remind all of the paediatricians present about fragile X syndrome and why 
diagnosis is important.  As paediatricians rarely attend workshops run by the Trust (despite our best 
efforts) the Trust plans to have a presence at future Paediatric conferences.  Thanks to NZORD and 
Lotteries Community Grant for helping to pay for the Trust’s booth at this conference. 
 
And finally I am happy to announce two exciting developments.  We have taken up an offer from 
NZORD to set up two online fragile X forums for the NZ fragile X community, one general forum and 
one specifically for teenagers and young adults.  This follows up on an idea hatched at the Taupo 
gathering that it would be great if teenagers living with fragile X (siblings, carriers or fragile X teens) had 
a way to network and discuss issues that concerned them.  See the ad on page 3.  The second exciting 
development is the establishment of a toll free number – which means all of you can call us free any time 
you want information or just need to chat. Please try it out. 

 
0508 938 0552 

 
Wishing you a very happy Christmas 

 
Anita, Fragile X Trust (NZ) Cheerperson 
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Hi.  Below are some photos of my son Matthew that where taken on a course he went on from school.  
Matthew is the one in the blue t-shirt and cap!  Also in the photos is Nicholas Tomkinson who also has 
FX – Nicholas is in the red t-shirt and has black longish hair! 
 
They all had a great time and got a certificate at the end.  Matthew goes to Allenvale Special School. 
 
Warmest regards, Lois Smith 

�� Matthew had a great day 
on the Auto Course.  He learnt 
about all the different parts of 
an engine – which meant a lot of 
standing around and listening. 
The boys had to wear gloves to 
keep their hands clean. 
 
They learnt how to jack a car up, 
and learnt about things around 
the tyres and how to change a 
tyre. 
 
 

�� Matthew finished up the 
course with some cleaning, and 
an award for an outstanding 
performance. 
 
WELL DONE MATTHEW! 

�%�'�:���.��



Hi everyone 
 
James, Sara, Saphira and myself really enjoyed the time at Taupo.  It was fantastic for us as we don`t 
usually have the money to stay at motels, so we are very grateful for the assistance we received from the 
Fragile X Trust to do this. 
 
The programmes were great and it was awesome to catch up with and to meet other Fragile X families, 
some of whom had not been to a conference before.  I thank the Hollis family so much for their 
organisation and structuring of this conference.  I also thank all those who helped them in this as well. 
 
As usual, Louise wowed us with all the facts and technical knowledge she gave us, and she is a lovely, 
caring person too – so interested in each of our families.  So thanks to you Louise too. 
 
There was only one thing in which I felt was against all I stand for, and that is when she talked of 
termination of a Fragile X pregnancy, and this made me very sad as I know what a blessing my Fragile X 
son is.  No matter what tests we have during pregnancy, there is absolutely no way of determining how 
that child will be affected, and I am so glad I didn’t give in to pressure to terminate any of my children as 
I have no possible way of knowing how they will turn out, and I know God has an awesome plan for 
each one of our children.  Just because they are not what the world sees as productive humans, doesn‘t 
give us the right to end their lives, especially as Fragile X carriers can suffer from depression, and there is 
increased chances of depression in women who have had terminations of pregnancy.  Besides, it’s 
marvellous what we can cope with when we try.  So be encouraged you Fragile X carriers, we can do it!! 
 
Once again, a big thank you to all who organised and attended the conference.  The motel was a lovely 
place and the trip to the pools was enjoyed by all, as was the barbeque on the Saturday night.  It was 
great to see everyone and I look forward to next year.  It’s wonderful to be in an atmosphere where our 
children feel comfortable and they can socialise freely with others, and where we can glean ideas and 
strategies for better family life. 
 
God bless and have a wonderful Christmas. 
 
Barbara Shelley 
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