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Cheers from the Chair
Well, the highlight in this newsletter for the Fragile X Trust trustees is undoubtedly the fact that we didn’t 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 particularly heart-warming. With two teenage fragile X sons of my own, I really appreciate hearing how well Craig is getting on.
I also really enjoyed meeting many new families at the Taupo Gathering. The record number 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 benefits 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 recognise that the fragile X diagnosis is not a cage, it’s a key to unlock your child’s potential.
Best wishes to all for the holiday season.

Chris Hollis
Chairperson, Fragile X Trust

* I don’t even need to choose my own photo!

Good attendance at the recent AGM in Taupo
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National Coordinator’s Report
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. It’s 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

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

Cockcroft family enjoying the BBQ

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!!!!!!

Shantelle, Konah and Catlin

Lydia and Jada

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

Jodi, Shelia and Anita
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Get together on Friday night as we all arrived

Norman family with Anita in the Hot Pools

Sunday Mums’ breakfast get together - before our morning coffee!

James with Mum Barbara
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An Update from the Trust...
Activities and events since our last newsletter in September

Specialist Fragile X Clinic:
Nine families took part in the Fragile X Clinical Forum
held with Dr Andrew Marshall on 7th November. We
have received positive feedback from both paediatricians and families.
The Fragile X Trust (NZ) has now been approved as
an International Affiliate Member of the Fragile X Clinical & Research Consortium based in the US. We are
part of the first small international group to be accepted.

Family Gatherings:
The annual North Island Family gathering happened
at DeBretts, Taupo 11-13 November. A record twenty
-two families attended over the weekend. We have
tentatively planned to return to DeBretts next year as
this proved to be a great venue.
A group of Auckland families are meeting regularly for
coffee mornings.
The first Whangarei coffee morning happened at the
end of November.
Our annual South Island Family Gathering is planned
for Nelson in February. See details in this newsletter.

E-News:

Awareness Raising:
We ran two school based workshops about fragile X,
in Wellington and Whangarei.
National coordinator, Andrea Lee attended the National Paediatric Conference at the end of November.
This involved having an information booth and talking
to Paediatricians about fragile X syndrome and our
specialist Clinical Forum with Dr Andrew Marshall.

Annual General Meeting:
The Fragile X Trust held its AGM 12th November in
Taupo at the family gathering. Thank you to the families who participated. Reports from the AGM are
available upon request for anyone unable to attend.

These have been going out to families and our extended networks on a monthly basis. The goal is to
keep everyone updated with what is happening on a
regular basis.

Workshops:
We held two very successful workshops at the end of
September in Auckland. Louise Gane and Occupational Therapist Kate Skinner presented to both professionals and families. Louise Gane also ran a workshop especially for female carriers which had twenty
women attend. The presentations from the first workshop are available on our website.

Mailing List Renewals:

Fundraising:
We received a $870 grant towards the North Island
Family Gathering from the Pelorus Trust.
We also recently received a grant of $10,000 from the
J R McKenzie Trust.

We have updated our website with the capacity to
renew your subscription online. Please renew your
subscription for the 2011-2012 period if you haven’t
already. This subscription helps to pay for our numer-

INFORMATION BOARD
1.
2.
3.
4.

Kate Skinner in her presentation on sensory issues at our recent Auckland
workshops mentioned a place to buy some of the resources she spoke of. It’s
based in Auckland but here’s the website www.sensorycorner.co.nz
Here is useful information on potentially improving a trip to the dentist. Pass it
on to your local dental practise too! www.healthysmilesforautism.org
The 13th International Fragile X Conference information is now available
online. The conference will be in Miami, Florida from July 25-29, 2012.
www.fragilex.org/community/international-fragile-x-conference/
Remember the National Fragile X Foundation has an excellent website with a
multitude of useful resources. Check it out if you haven’t recently because
they have just changed their logo and rebranded! A useful resource is the audio webcast they run.
Listen online at www.fragilex.org/html/
priorwebcasts.htm The latest is from Tracey Stackhouse on sensory issues.
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Fragile X Workshops: 23-24 September 2011
We held two workshops in September with international Fragile X Syndrome expert Louise
Gane and occupational therapist Kate Skinner. Louise Gane shared her immense knowledge
about fragile X with a group of forty people including teachers, principals, OT’s SLT’s, teacher
aids, SENCO’s and of course families. Kate Skinner spoke about sensory integration and how
we can help understand and meet the sensory needs of our children both at school and at
home. These presentations are on our website. www.fragilex.org.nz/about_us/activities
The second workshop involved issues faced by carriers of the fragile X gene. Louise answered questions and facilitated discussion. We ended this with a lovely lunch together and
some adventure for the brave on a nearby tree adventure course! Louise joined the fun and
we certainly got to know one another better!
The workshops were well received by both professionals and families and we will run more
next year. Thanks to everyone who took part.

Carrier Workshop group photo

Louise and Mirela

Anne, Joanne & Linda

The things Louise does for NZ!

Patricia about to go really high!

Vicki, Andrea and Leona
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A Grandparent’s Perspective - Trish Priscott
Recently Louise Gane held a seminar in Auckland and I decided I would take a day off
work and go to Auckland for the day, to try and increase my knowledge of Fragile X and
how I might best support my son Andrew, daughter-in-law Stacey, granddaughters Morrigan and Mikaela, and of course grandson, Oliver who has Fragile X. It was extremely
illuminating to find out more about Fragile X, but I decided on reflection, that all we
need to do is continue to be grandparents!
On the fridge in our kitchen, a magnet reads, “ God couldn’t be everywhere so he made
Grandmas”, which pretty much sums up the life of any grandparent (Grandmas or Grandpas, Nanas and Poppas) – grandparents can do, and are available for, anything!
We are very fortunate to have three children who have a strong work ethic, have chosen great spouses and given us 5 wonderful grandchildren. When our children were
small, family circumstances and distance meant our children did not have ready access
to their grandparents and we relied on good friends for support and to fulfil babysitting
duties, so since we became grandparents, we have tried to make sure that we were
available for our grandchildren. We enjoy being Grandma & Pa.
A few years ago, a friend and I were discussing how one measured whether one had
been a good parent or not; how one decided whether one had a strong family unit. We
decided that the best indicator was how one’s children parented their children and a
strong family unit was often only evident when a family was challenged or faced adversity in some way.
Our family was challenged in 2010, when we were advised that our youngest grandchild
(at the time), Oliver , had been diagnosed as having Fragile X Syndrome.
We had known within weeks of his birth that Oliver’s development was not as expected.
Oliver was not Andrew and Stacey’s first child and they were very persistent in getting
assistance when he did not attain milestones within the normal range, but it was not until he was admitted to Rotorua Hospital for respiratory problems, in August 2010, that
genetic testing occurred. The results were not shared with Andrew and Stacey until
late October and they were shattered as there was no previous evidence of genetic disorders on either side. The medical professional who informed them knew very little
about Fragile X and the information given to them was printed straight off an American
website and spoke of Fragile X in very negative terms. Thank goodness for the Fragile X
Trust NZ website, which we found within a week, and which was much more positive and
informative!
On hearing the news, on a Friday night, we headed immediately from Tokoroa to Taupo.
Pa took all 3 children into town for McDonalds; I stayed with Stacey and we cried as we
tried to make sense of the information provided. Andrew was to open a branch of his
business in Tokoroa the next week and he had had to return to work to get the workshop ready – but he too was shattered.
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To say they were distraught to see the hopes and dreams they had for their son change
is an understatement!
Family support at this stage was vital. Within 2 days, I was told by my daughter Rachel,
that ‘all the children & grandchildren needed to be together’ and to prepare for an onslaught the following weekend, when they were all coming to stay at home and celebrate
Guy Fawkes. And so they did - mattresses on the floor in the lounge; a big dinner; fireworks; tears, laughter and an outpouring of aroha for Andrew and Stacey – a significant
step in moving on.
We have continued to be grandparents – to all our grandchildren. We have Oliver to stay
on his own; we have him with his siblings. We have the girls with their cousin; we have Oliver with his cousin. We read, we play, we talk.
The Oliver we have today in our family, is the same little boy we had the day before a
label was attached to him. He is still a cheeky-faced little monkey; he is still fearless; he
is still a blonde, brown-eyed angel at times; he is still a little ratbag at times; he is
achieving developmental milestones albeit behind his peers; he has special buddy at
crèche called Ocean; he annoys his big sisters like any little brother; he cuddles his big
sisters like any little brother; he bowls into our house and heads for his toys, just as the
other grandchildren do. Just as his father did when he was little, he gets the old rocking horse travelling the lengthy of the lounge.
All of our grandchildren are unique; they all have special qualities and attributes; they
are all endearing. One of our grandchildren has Fragile X – as I write this he also has
chicken pox!
In our view, just as having chickenpox does not determine who he is or what his future
holds, neither do we see Fragile X as defining Oliver – he has Fragile X, it will not go
away as chicken pox will, but we don’t want people to say ‘He is Fragile X’ as such a statement ‘puts him in a box’ and implies limits -he is Oliver Priscott, he is our grandson, he is
a son, a brother, a nephew. He has the capacity to learn, to live a full life and to love and
be loved.
It is up to us, as an extended family, to ensure that Oliver realises his potential, just as
it is up to us as an extended family, to ensure all the young people in the family realise
their potential.

Trish Priscott
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SURVIVING THE HOLIDAYS…….

Happy Holidays -

Some Tips to Remember

Visual Supports:
 Prepare a holiday schedule. Make this a visual schedule if needed (check the website
www.do2learn.com if you need visual schedule ideas). Plan structured activities and events for
each day and make sure they are on the schedule.
 Consider use of a “mini-schedule” to prepare your child for the day’s events, especially if it involves
long car rides or many stops. Be sure to have this schedule in the car-velcro it to the dashboard if
you need to.
 Develop social stories around relatives who may be visiting, include pictures where you can (check
out Carol Gray’s web page on social stories for more information www.thegraycenter.org)
 Consider teaching and practicing social scripts or routines for your child so that he can participate in
activities. Remember, giving a child a “purpose” or “job” will help reduce anxiety! (see Marcia
Braden’s “Have Purpose will Transition” article in the Winter 2005 National Fragile X Quarterly) For
example, you might want to teach your child to say,” May I have your coat?”, and be the person
responsible for putting guests’ coats away.
 If your child will be spending nights at a relative’s house, be sure to have a transition object or
picture around this activity. A sleeping bag or, a picture of Grandma’s house could be used to show
that he will be spending the night there.
Routines:
 Try to avoid cancelling regular activities; maintain as much of a household routine as possible.
 Keep the bedtime routine as well as medication and mealtime routines as
consistent as possible.
 Try not to let your child’s bedroom become the guestroom for visitors.
 Ask relatives to stagger visits to your house if necessary.
 Before the holidays begin, set up respite options for yourself.
Sensory:
 Remember which activities are calming for your child and keep these in your child’s schedule during
the holiday. If you have a “sensory diet”, continue to use it.
 Designate a “quiet” corner in your house, or at the house you are staying at, for your child to go to
when he needs to.
 Try to avoid crowds or congested areas if the visual and auditory input is overwhelming for your
child.
 Develop and keep your “Fragile X Emergency Kit” with you at all times!
 Pre-warn family members that your child has a more pleasant experience if he can determine
whether or not/when to kiss/hug relatives.
 Be aware of the increased aromas during the holiday season. Try and limit use of noxious potpourri
and candles.
 If necessary, gradually move the furniture and decorate your house, allowing your child time to get
used to the changes.
 Minimize direct attention while opening gifts and re-teach your “gift-opening” procedures, or use a
social story with pictures or visual schedule and.
This article is reprinted with permission from the National Fragile X Foundation, where Sarah Scharfenaker (SLT) and Tracy Stackhouse (OT)
contribute their “Therapy in Action” articles to the quarterly
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FAMILY STORY - Bradley Caffell

On Saturday 19 November 2011 the
Otago Amateur Weightlifting Association
held its last event for the year at the
newly opened Cross Recreation Centre in
Balclutha. It was a push-n-pull event.
Our youngest lifter set new personal bests. Bradley who is only 14 years old, started lifting in May this year and could only bench a 5kg bar, on Saturday he
benched 45kg. On the first night of training in May Bradley was deadlifting a
broomstick off raised blocks; at the push-n-pull he lifted 80kg!
Featured in the OTAGO AMATEUR WEIGHTLIFTING ASSOCIATION Newsletter 2011/3

South Island Family Gathering
Nelson

10–12 February 2012
Family fun and a chance to catch up with old friends and new, and
share the experience of raising children affected by fragile X

Bridge Valley
Adventure Centre
www.bridgevalley.co.nz
The Fragile X Trust will to be able to offer accommodation subsidies

Activities:
Friday night: Shared pot luck dinner as people arrive.
Saturday/Sunday: Enjoy the many activities on offer at Bridge Valley Adventure Centre!
Please let us know if you’d like to attend this gathering
Call: 0508 938 0552 or Email: info@fragilex.org.nz
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OMEGA 3 & FRAGILE X - Joanne Richards
Randi Hagerman at the M.I.N.D. Institute now recommends
Omega 3 supplements for children affected by Fragile X. Here is
some information to consider.

FRAGILE X : A NATUROPATHIC PERSPECTIVE
Kia ora to all those families who receive this newsletter. I have been asked if I would review the Supplement information that was presented to us by Louise Gane at her workshops in September in Auckland. My name is Joanne Richards and I am a registered Clinical
Naturopath, working in the Natural Health industry for 20 years. I am a mother of three
adult children and grandmother to a gorgeous four year old. Recently I discovered I am a
premutation carrier of the FX gene, which also has been passed to two of my 3 children
and my grandson (also my mother, sisters, niece, nephew). I’m sure you will all relate to
the journey from initial diagnosis forward. There is so much to understand about this complex genetic disorder. The altered physiological and biological processes that occur with
Full and Pre mutation FX , and the effects it has on other genetic responses are many and
there’s so much still that is not yet known. What I do know with having the years of clinical
experience in my field of Naturopathic General Practice, that the applications of Natural
Medicine to an ‘individual integrated programme of care’ has much to offer the health and
wellbeing of families living with Fragile X.
For this newsletter I will address the Omega 3s. Firstly, it is important to understand the
foundations I believe crucial for successful Naturopathic programmes and outcomes.
 All individuals are a unique combination of genetic information combined with influencing environmental



and cultural factors. It is a wholistic individualized programme that will have the most successful outcome
Dose, frequency of dose, and combinations of supplements targeted to the specific needs of an individual
are essential for positive results
All natural medicine or supplements are not made equal. Quality of raw material, quality processing and
product stability is essential to having a product that does what it is intended for

ESSENTIAL FATTY ACIDS / OMEGA 3
OMEGA 3 DHA and EPA – Here are a few key benefits;
1.

2.
3.

EPAs and DHAs are required by the brain for cognitive development and essential
for cell membrane flexibility and healthy synaptic function, influencing nerve conduction and transmission. The relative amount of DHA in neural membranes can
have a significant influence on nerve impulse signaling
DHA is an integral component of the neural membrane phospholipids that helps
modulate functional activity in cortical attention networks in the brain
Omega 3 Protects and allow cells to be more fluid and flexible assisting their designated function
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DHA has been shown to benefit and may improve
 attention deficits
 mood / aggression
 cognition – memory and learning
 neurotransmitter release
 modulation of neuronal gene expression
EPA has been shown to benefit and may improve
 Inflammation (neurodegeneration/ hyper neuronal excitation can be associated
with inflammation)
 Mood stability
 It has been suggested that it is the EPA of omega 3 that assists formation of new
and functional dendrites

I have seen validating evidence of the above in many cases in Clinic,
additional to numerous research documents.
The most common symptom indicators for Essential Fatty Acid deficiency and or poor fat
metabolism is:
1. Dry skin - in particular I notice a lot of children/adults with Essential Fatty Acid
deficiency have very dry parched looking palms of hands and rough skin on their
upper arms
2. Excessive thirst and urination
3. Dandruff
BRANDS OF FISH OILS THAT I USE IN CLINIC (My choices of brands are based on quality,
efficacy, toxic screening, freshness and stability, sustainable fishing practices)
NORDIC NATURAL – Retail range and METAGENICS - Practitioner Range
DOSAGES – Is hard to say as each product has different combinations and concentrations.
Generally I would recommend;
starting on a low dose and working up to the highest recommended dose as directed on
the product, or as directed by your Natural Health Practitioner
 Liquids are the best for good dosages
 Always give oils with or straight after food for best digestion and absorption
 Children can be given fish oils from any age once they are eating solid food
 Be aware of ALLERGIES when introducing anything new, so start on small does
I am currently working with a group of FX affected people with pre mutation, mosaic and
full mutation, both genders, from young children to adults who are affected in various
ways. So far the treatment programmes are proving to be helpful in improving symptoms
and quality of life, but early days.
The exciting thing is we are only just scraping the surface of potential!
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TRANSITION TO SCHOOL - Matthew Byrne
Negotiating the ORS application…..
About 6 months ago I started the ORS application process with Matthew’s lead Early Intervention Teacher from CCS
(GSE alternative). We had an IEP meeting, discussed the application and handed out forms to all of Matthews
specialists…OT, Speech Therapist, Day care manager, Teacher Aide, Paediatrician and us. Awesome I thought…
finally we can start applying so I can get organised for school soon… SOON!! Ha!! Well that turned out to be a
booklet of about 10 pages with question after
question I had to answer about Matthew. Not only did
I have to answer the questions but the answers had
to portray all the negatives, all his struggles and all
the behaviours no one really likes to talk about…..
I headed home so pleased we were finally starting but
really naive as to just how involved this process would
become!! First came the emails from everyone
wanting to catch up with Matthew a few times before
they wrote it… easy in theory but OMG… every week
3-5 meetings with therapists… it was nightmarish….
But finally that was over and they all set off filling in
their forms….. Great can we meet again next week
and put them together??? Well I didn’t think that was
weird…was it?? Well apparently they needed 4-5
weeks each to fill them in…. why?
Oh yes they had about 6 other to write at the same
Jarrod, Alicia and Matthew on his first day at school!!!
time… ohhhh ok this process was going to be slow!!!!
6 weeks later and I finally got an emailed copy of the application. I have never cried so much, well not since
diagnosis. It was the absolute worst side of Matthew. There were things in there he had only done once or twice,
things that I had blocked from my mind refusing to think he would do again… but here they all were in black and white.
I showed a few people, more tears, then I wrote back to the EIT and said a few of the details were wrong but basically
this was Matthew’s worst case scenario. Finally 3 months from that first meeting the application went in to Special Ed.
Then I waited, not knowing if we would get it. Everyone was confident, but I needed the letter to confirm. About 1
week later I got an unofficial email from Liz, EIT who congratulated me on getting it. OMG more tears!! I still wanted
the Ministry letter but it was official, Matthew would be assisted till he left full time study. What a relief. It was a great
result and I thought we were done. Time to party and celebrate and relax after a VERY tense few months.
Apparently this is not the end.,.. we then had to meet the school, meet the Special Ed lead worker, meet again to
discuss Matthews needs to decide on the number of hours he gets a week and then yet another meeting before he
starts about transitioning. This is not a process for the faint hearted….soooo many meetings. but in the end, Matthew
got an amazing package, once again the therapists from CCS came to EVERY meeting making sure Matthews worst
side was shown to ensure he would be looked after.
Matthew has been at school 5 weeks now after transitioning for 2 weeks. Every day is a positive experience for him,
he loves school, his class and his teacher. His teacher aide from daycare moved with him which was invaluable. She
knew him, could lead the teacher and most importantly had all his visuals sorted. I wrote a very heart warming letter
from Matthew to all the kids in his class and the classes of the school about himself, his behaviours, epilepsy,
throwing fetish and saying how much he wanted to be their friend. This worked soooo well. The kids in his class have
all accepted him, there have been no incidences of meanness or teasing and all of my worries have just melted
away…oh and apart from a 4 week review meeting, the meetings have STOPPED!!!! Yeah. Bring on next year, new
classroom, teacher, class, teacher aide and 5 days at school…how’s that for a bit of change, which of course our guys
just love! NOT!!!

Leona Byrne
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Update from Vicki Williams...
Hi one and all. It has sure been a while since I
have put anything in the newsletter. So here
goes.
Craig has now been out of home for 3 and half
years now. He flats with 3 other guys and they
get along well. The staff are fantastic and they
all go that extra mile. Kevin I can’t complain
about the care Craig is getting. Craig now calls
his place home which is neat. It took along time
for him to do that.
Craig has been working at the SPCA for 7
years now. He enjoys his job and the staff are
very supportive and also they enjoy Craig’s
company and his wicked sense of humour.
Craig also goes to communicare which is run
by the community where he does his arts &
crafts and meets up with his friends twice a week. Every Thursday Craig and his mate meet up
at the local pub in their area and have lunch and a beer. Craig continues to enjoy his gardening
and grows vegetables for his house. This is only some of the things Craig gets up to. Craig gets
special funding so he can have a one on one support worker to be able to do all his activities.
The funding comes from MSD. It is the old Very High Needs ORS funding he got while he was
at school. Without this funding Craig wouldn’t be able to do the things he does.
Craig come home once a month for the weekend where I have to restock the fridge with his
beers he like (Light Ice) and the pantry cupboard. After Craig has gone back to his place I have
to restock all over again. When the weather is right Craig enjoys going out fishing on our boat.
He is a good fisherman and catches most of the fish while Kevin & I stand there and watch and
we catch nothing.
Craig likes to ring us up usually 3 or 4 times a week as Craig likes to know if Kevin & I are
behaving. We say to Craig what do you think??? He laughs and says you & Dad don’t know
how to behave.
Craig is now 30 years old. Kevin & I think where on earth have the 30 years of having Craig
gone. Life sure hasn’t been boring with all the battles and fighting for Craig. To get the right
services and support he needs, as Craig just doesn’t have Fragile X which is hard enough, but
he is blind also. People ask us does it get any easier when our kids get older. The answer is
yes & no. Adulthood with a fragile X child is different. The needs change and they go off in a
totally different direction. It is actually like starting all over again in some ways.
One thing Kevin & I have learnt over these many years, and we’re sure a lot of you have gone
into battle for your child’s needs, if you don’t fight you get ZIP. Government departments just
walk all over you and send your child off to somewhere they wouldn’t fit into. Sometimes it is
hard to get in there and fight but if you keep on knocking and don’t give up things start to turn
your way. Anyway enough from me.
Have a very Merry Christmas and all the best for 2012.

Vicki Williams

Page 16

Contact Information

POSTAL ADDRESS
The Fragile X Trust (NZ)
196 Taita Drive, Avalon
Lower Hutt 5011

Change of Address?

PHONE
0508 938 0552 (toll free)
EMAIL
Info@fragilex.org.nz
Chairperson: Chris Hollis
Secretary: Judith Spier
Treasurer: Niel Smith
National Coordinator: Andrea Lee
Registered Office
C/- Michelle Gilmour, Accountant
116 Victoria St, Thames

www.fragilex.org.nz
Sincere thanks to our generous sponsors:

JR MCKENZIE TRUST
ESTABLISHED IN 1940

If you are moving house,
changing your phone
number or email address,
please contact us.
Contributions to the
Newsletter are very
welcome!
Seasons Greetings!!!

