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What is Fragile X?
Fragile X refers to a group of genetic
conditions now referred to as “Fragile
X-associated Disorders”.
The disorders include:

196 Taita Drive, Avalon, Lower Hutt 5011

Fragile X syndrome (FXS) is a genetic disorder caused by the full mutation of the FMR1 gene (a change in
the DNA structure) on the X chromosome. It results in a wide range of
developmental and behavioural issues and is the most common inherited cause of intellectual disability
worldwide. It affects around one in
4000 individuals.

Free phone: 0508 938 0552
Email: info@fragilex.org.nz
Web: www.fragilex.org.nz
Charities Commission Number: CC25998
Trustees
Chris Hollis - Chairperson
Lance Norman - Treasurer
Judith Spier - Secretary
Senorita Laukau

Fragile X-associated tremor/ataxia
syndrome (FXTAS) is a condition affecting some male carriers (and in
rare cases, female carriers) of the
premutation over age 50, causing
balance, tremor and memory problems.

Jayne Sorenson
National Coordinator Andrea Lee
nationalcoordinator@fragilex.org.nz
Free phone: 0508 938 0552

Fragile X-associated primary ovarian
insufficiency (FXPOI) or early menopause is a condition affecting some
female carriers of the premutation.

Fragile X New Zealand is a parent-lead
charitable organisation which aims to 

Fragile X can be passed on in families with no apparent sign of the condition. In some families, multiple
generations are affected.




All children with delayed development or autistic-like features should
be tested for fragile X syndrome.

raise awareness about fragile X within
New Zealand
assist individuals affected by fragile X to
reach their full potential
support New Zealand families living
with fragile X

www.fragilex.org.nz

Cover photo - Dan and Andrè Coe visiting the MIND Institute
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Cheers from the Chair
In my professional life as a geologist I coordinate
New Zealand’s participation in the largest Earth
science program on the planet, the Integrated
Ocean Drilling Program, which aims to learn more
about the history of the Earth through recovering
sediment and rock cores from beneath the seafloor.
Despite this leading role in IODP, until three
months ago I had never participated in an
expedition owing to my personal commitments. This
time, however, the opportunity came up and I
realised that my two fragile X sons were now
teenagers and quite capable of helping their mum
over the two months I’d be away*. So, like those of
you who have just attended the International
Fragile X Conference, I’ve just returned from one of
the most exciting adventures of my life, inspired
and full of enthusiasm.
And I’m so pleased to see that not only my family
but Fragile X New Zealand has coped remarkably
well in my absence. This newsletter is packed full of
gems – it really is exciting to see how well our
support network is doing through the tireless
efforts of our national coordinator. The latest
evidence of this is the enthusiasm that many of you
have shown in participating in our Facebook
groups. I’m not the greatest Facebooker myself but
I’m really pleased to see how well this medium is
performing at linking families and resolving issues.

Research vessel JOIDES Resolution in St Johns, Newfoundland,
was my home for June and July.

Now, three things I need to finish on:


Niel Smith has stepped down as treasurer
and has been replaced by Lance Norman. I
thank Niel for his efforts at establishing a
efficient accounting system and look forward
to working with Lance



Come to the North Island gathering if you can
because your family will have a terrific time.
If you can’t make the Friday planning
meeting in person, send us your views on
what our priorities should be.



We have been slow in asking for annual
donations this year, but now it’s time to show
your support for our activities. As well as
providing essential funding, your donations
demonstrate to our funders that we have
community support.

Chris Hollis

* It helped that Anita’s mum also came to stay while I was away.

North Island Family Gathering
2-4th November 2012 Taupo DeBretts
Book accommodation at DeBretts www.taupodebretts.co.nz or 07 378 8559

Friday night 6pm onwards family catch up as you arrive at the Pavilion
8pm FXNZ Annual General Meeting

Saturday

8am Breakfast out with the Mums, Grandmothers and girls
10:30-12.30pm Workshop with Dr Andrew Marshall, Anita & Andrea
12:30 Lunch
1:30pm onwards meet at DeBrett hot pools for family fun!
4:30 Blokes pre-dinner catch up at the Pavilion
5:30 onwards Family BBQ dinner at the Pavilion

Sunday

Free time and pack up

All fragile X families
welcome!!!
Come and join the fun!
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National Coordinator’s Report
Having
just
returned from the
13th International
F r a g i l e
X
Co nf e re nce
in
Miami and a visit
to the M.I.N.D.
Institute I have
been
inspired,

promising. The effectiveness of behavioural and
education strategies, interventions such as
sensory supports and programs, and an
understanding of environmental impacts for
people affected by fragile give us many tools to
make an impact.
Increasingly we are using our Facebook page to
share resources and information as it comes to
hand. If you haven’t already, check us out at
www.facebook.com/Fragilexnewzealand

There is plenty to look forward to in our local
community over the coming months. Come and
join the family fun at DeBretts Taupo for the
North Island Family gathering 2– 4 November.
We have recently held gatherings in
Christchurch, Wellington and Nelson (see photos
later in the newsletter). We have an information
night planned in Auckland 29th September to
share information gained from the conference.
Remember there is information available online
from the conference presentations if you can’t
make it. Go to the National Fragile X Foundation
website and follow the links.

educated, re-energised and now have even more
optimism and hope for the future! With over 100
sessions on offer from researchers, clinicians,
educators and families the opportunities for
learning were immense. A highlight for me was
listening to a panel of three adult men with
fragile X speak about their lives and experiences.
Dr Marcia Braden facilitated this amazing panel
session which gave us insights into their lives.
Thank you Michael, Nick and Aaron, you reenforced how powerful and significant anxiety is
in your lives and the strategies and tools that
help. Again I came away from the conference
feeling positive about where we are at as a fragile
X community in NZ. We are fortunate also to be
part of an international community where
research continues by talented scientists and
practitioners, committed to understanding the
affects of the fragile X gene mutation. Drug trials
on effective treatment and ultimately maybe a
cure for fragile X are continuing with some now
entering phrase III and the results looking very

Share this information in your community, with
school teachers, specialist teachers and teacher
aides, with occupational therapist’s, speech
language therapist’s and your extended family.
There really is a vast body of knowledge to help
people affected by fragile X reach their potential
and live full and happy lives!
See you in Taupo!

Andrea Lee

Six New Zealander’s attended the 13th International Fragile X
Conference. Olivia, Dan, Andrea, Claire, Linda and Joanne.

Andre showing off his Miami tee-shirt
to Dr Randi Hagerman!
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An Update From the Trust
Activities and events since our last newsletter
in April

about fragile X and to share information about
what’s
happening
in
our
community.
www.facebook.com/Fragilexnewzealand

Family Gatherings

We now also have two additional closed groups for
parents and grandparents to share their
experiences of living with Fragile X. Families can
contact FXNZ to join.

Families gathered in Christchurch in April. This
included a workshop with Occupational Therapist
Emma Ratcliff and family fun at Willowbank
Wildlife Reserve. In June Families gathered in
Auckland. In July Wellington families visited the
Silver Stream Railway.

North Island Family Gathering
Planning is well underway for the annual North
Island Family Gathering in Taupo 2-4th
November 2012. Last year we had a record 22
families. See the advertisement on Page 3 for
more information.

Fragile X Clinical Forum
Together with Dr Andrew Marshall FXNZ held
another clinical forum on 17th May. Six families
took part and apart from a technical difficulty in
Masterton it was successful. The next Fragile X
Clinical Forum is scheduled for October 2012.
Please contact Andrea Lee for more information
or to take part. Remember you can take part in
the clinic more than once as the need arises.

13th
International
Conference - July 2012

Fragile

Mailing List Renewals
If you haven’t already please renew your annual
subscription for the 2012-2013 period.
This
subscription helps pay for our numerous activities
including this newsletter! Please find a form
enclosed with the newsletter or use our online
facility via the website www.fragilex.org.nz

X

Six people from NZ attended the conference in
Miami including our national coordinator Andrea
Lee. She represented us at the Fragile X Clinical
and Research Consortium meeting and presented
information about our NZ Fragile X Clinical
Forum. Information from this conference will be
shared in Auckland 29th September and at the
North Island Gathering in Taupo November 2-4.

Useful websites and links
Useful websites for information about
fragile X:

Awareness raising
Fragile X New Zealand presented at the NZORD
workshop in April on clinical networks. Chris
Hollis and Dr Andrew Marshall presented
information about the Fragile X Clinical Forum.
This was well received and was a great
opportunity to continue to strengthen our
network with our similar organisations and
professionals.
We have completed our survey of services and
analysed the results. We hope to present this
information at the upcoming National Paediatrics
Conference.

Facebook
We continue to use Facebook to raise awareness
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Fragile
X
New
www.fragilex.org.nz



The National Fragile X Foundation
www.fragilex.org



For information about education and
behaviour ww.marciabraden.com



Online DVD about Fragile X Syndrome http://vimeo.com/39670337



Presentations and handouts from the
recent International Fragile X conference www.nfxf.conferencespot.org



Australian Fragile
www.fragilex.org.au



Information
www.fxtas.org

X

about

Zealand

Association
FXTAS
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An Update on Research
The 13th International Fragile X Conference
highlighted progress toward effective treatments
for Fragile X Syndrome (FXS). There continues to
be optimism that the mGluR5 (metabotropic
glutamate receptor 5) theory of fragile X will lead
to treatments for FXS and for autism. Research
continues to be focused on the abnormal brain
mechanisms in FXS, ways of targeting these
mechanisms with new medicines, the process of
development and approval for new medications,
different types of treatments that are currently in
development or clinical trials for FXS and how far
in the process these medicines have advanced.

STX209 has successfully completed the largest ever
Phase II trial in patients with FXS. There are
plans to initiate two Phase III FXS trials.
Arbaclofen is showing good results with
improvements in social interactions.

What follows is an overview of the current clinical
trials of new medications targeting the underlying
brain mechanism in FXS.

It is fair to say there is a huge amount of research
underway at present to accelerate progress toward
effective treatments and ultimately a cure for
fragile X syndrome.

3. GABA-A receptors are a target for treatment in
FXS with a goal of developing treatments based on
enhancement of inhibitory neurotransmission.
4. Minocycline studies continue.
5. New trial medications also include acamprosate,
Ganaxolone and donazepil.

1. There are active clinical trials with two different
mGluR5 antagonists — one from Novartis
(AFQ056), the other from Roche (RO4917523).
mGluR5 blockers drug trials are now moving into
Phase II and III*.

FRAXA is a parent founded organisation which
funds much of this fragile X specific research. Find
out more at www.fraxa.org
The Fragile X Clinical and Research Consortium
(FXCRC), of which NZ is an affiliate member, has
recently developed documents outlining consensus
of the fragile X clinical & research consortium on
clinical practices. These are a valuable tool to the
fragile X community worldwide. The documents
include topics such as FXS assessment, medication,
behaviour and education.

In a regularly functioning system, FMRP works
something like a gatekeeper to keep mGluR5
activity in check. In the absence of FMRP, the gate
is left open, and enhanced activity leads to weak
synaptic connections throughout the brain. This
leads to anxiety, hyperactivity, impulsivity, a short
attention span and social deficits that can include
autism.

The documents can be viewed at;

These clinical drug trials are showing good results
for gain of function.

www.fragilex.org/professional-resources/consensuson-clinical-practices

2. Arbaclofen (STX209, Seaside) is a GABA-B
(selective gamma-amino butyric acid type B)
receptor agonist.
Research suggests that
individuals with FXS have abnormalities in
synaptic transmission. Through the GABA-B
receptor, STX209 may serve to restore the normal
balance at the synapse and correct abnormalities
associated with FXS.

* In Phase I trials, researchers test an experimental drug in a
small group of people (20-80) for the first time to evaluate its
safety, determine a safe dosage range, and identify side effects.
In Phase II trials, the drug is given to a larger group of people
(100-300) to see if it is effective and to further evaluate its
safety.
In Phase III trials, the treatment is given to large groups of
people (1,000-3,000) to confirm its effectiveness, monitor side
effects, compare it to commonly used treatments, and collect
information that will allow it to be used safely prior to FDA
approval.
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A M.I.N.Dful Reflection On My
USA Journey
From San Francisco, Sacramento, Yosemite Forrest,
then across America to Miami. A journey that
immersed me into another kind of FX world, one of
heart, discovery and better understanding.
Meeting Randi Hagerman and her team was a
delight, I wasn’t sure if I should bow or kiss Randi
when we met but I restrained myself and just smiled
politely and shook her hand ( I do recollect I may
have called her our guru though). The M.I.N.D
facility and the UC Davis complex was amazing, it
was a small township in itself. M.I.N.D was a lovely
modern building, clinical but had a warm feel about
it. We were greeted and treated with the utmost care
and respect by the team working with us. Going
through the process of the neurological and physical
testing over four days was grueling and confronting
at times, but that’s what it’s about, to assess and
measure neurological status and brain function.
Our interview with Randi was better than I could
have imagined, she is so engaging and down to
earth. She addressed all my concerns as best she
could in the time we had, I never felt rushed or
negated. I was fed an enormous amount of
information about any question I put to her
regarding myself and my family, and was so grateful
for her offer to help those family members affected
by FX with recommendations to take back to their
primary medical providers. Her passion for FX
exudes from her.
Arriving at the Intercontinental Miami was a treat,
a beautiful hotel with more marble than I’ve ever
seen in my life. The conference facilities were great
and pretty easy to navigate amongst the chaos of
hundreds of people moving from one seminar room
to another. I really didn’t know what to expect, but
was glad I had been to the M.I.N.D before the
conference as it meant there was an element of
familiarity with the people we had met which helped
us to have a place. My only criticism of the 13 th
International FX conference was, we had travelled
across the world to attend, but were never formally
acknowledged which I know would have helped us to
further integrate ourselves into the conference
culture.
The people I met along the way were fabulous. The
presenters, the families, the kids and adults who
were affected by FXS and of course our NZ FX
whānau. The seminars across the board were of the
highest caliber, from the technical side of cellular
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defects and neurological mechanisms in FXS,
medications, premutation brain analysis and micro
imaging to the presentations of people like Marcia
Braden on School Interventions and IEP planning.
My grandbabies even featured in Louise Gane's
presentation on Newborn screening!
The one presentation that resonated the most
powerfully for me was the panel of three young adult
men with FXS: Michael Cohen, Aaron Heisel and
Nick Hertzog. They spoke of their FXS journey, all
very different stories but very similar issues. They
made Andrea and I laugh and cry, and gave me so
much tangible insight to come home with to share
with my own family. Marcia Braden assisted the
boys thru their presentation and her introduction for
the boys was very profound, she said ‘These boys are
the voices of our non-verbal kids, they are the voices
of our little ones that cannot yet communicate to us
how it is for them on a day to day basis, they are the
voices of experience in living FXS’. The boys
themselves spoke so well, their weaknesses were
obvious, but they had the tools to overcome and
communicate in such a funny, honest, clear and
articulate way. They spoke of their daily life
challenges, their rejections, their successes, their
loves, their losses, their families, their struggles in
school and medications and what worked for them
what didn’t work for them. They reflected on how it
was for them when they were told they had FXS.
Michael 25, thought it was cool, cause it sounded
like something cool to have
Aaron, who was not diagnosed until he was in his
20s and now in his early 30s, did not like the
diagnosis and found it difficult to deal with. It took
him a long time to come to terms with it. Nick, 22
was embarrassed of the diagnosis, he did not want to
be different. I did capture some of the presentation
on my phone, albeit I recorded it sideways, and
could put together a power point presentation of this
and some of the conference if anyone was interested.
This trip across the USA to immerse myself in this
other FX world was more than I could ever have
imagined, I am so much more enriched and
empowered by the amazing experience.

Joanne –
Thames
With sister Linda
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speak, then they are stupid and do not
understand. WRONG! He is listening all the
time, and understands what we are saying. He is
especially good at picking up on vibes and feelings
which can lead to hand biting and head butting.

Conference Miami – Not for the
Faint Hearted!
When I decided to go to the conference, in my
head it was going to be five days of meeting
people, getting further information about Fragile
X Syndrome, new techniques, and new research.
Maybe even learn some more strategies about
how to stop our son from biting his hand and head
butting. Well, I did get all that (and more) but it
actually changed my understanding of Fragile X.

Another learning is that Fragile X children/people
are pleasers. This and the above totally explain
why when someone is angry, agitated or not
feeling well, Vinnie will be almost attached to
them and try to cuddle them and touch them
where they are most sore/irritated. It is probably
because he thinks it is about him (vain little guy)
and is trying to fix it so that he can please us. He
needs to know that how we are feeling is not his
fault so that he can continue with what he is
doing. I always thought that Vinnie could read
my mind, and now I know that while he can't (I
sincerely hope he can't) he is picking up on my
vibes and body language.

I have been struggling for the last few years with
our therapists to get them to understand that the
Fragile X needs to be treated in therapy before
Autism. Let me take you back a few years......
My son Vinnie is now 5, he was diagnosed when
he was 2 with Fragile X Syndrome with autistic
tendencies. In my head this does not mean he is
autistic. However, for the therapists, this means
he is autistic and any therapies they implement
need to be based around autism. We then spent 3
years focusing on helping and at times forcing
Vinnie to make eye contact with us, we even did
the Hanen Course with a group of parents who
have autistic children. I guess I instigated this
focus as one of my goals was that Vinnie will be
able to look at me for long enough for me to take a
photo (still unsuccessful to this day!).

Thank you Fragile X New Zealand for the support
you have given us to be able to make this trip and
to survive it!
P.S. Start saving now for the next conference in
Orange County July 16 – 20 2014. Keep in mind
that this will be one of the most emotional things
you do, it is overwhelming and very exhausting,
have your holiday before the conference. Look
forward to meeting you all there!

Claire - Wellington
(Super proud mum of Vinnie J)

So one of my greatest learning’s at the conference
is that making a child with Fragile X look at you
is like asking someone to put their hand in a door
and shut it. It goes against everything the child/
person knows as being correct. If you think about
it, we are trained from the beginning to look away
in scenes of conflict or fear. Well for someone
with Fragile X they can be in this state of conflict/
fear almost constantly because of anxiety. It is
called Hyper-arousal which brings on the fight or
flight instinct. So it could almost make them feel
ill with anxiety to have to make eye contact! See
now I understand why Vinnie won't look at me
and bites his hand and loses it when we try to
force him.
I have also learned that although Vinnie is nonverbal (not a sausage of a word comes out, except
for lots of baby noises), he is understanding what
is said and what is happening around him. It is a
common misconception that if someone cannot
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Communication

Self-regulation and FXS

Strategies
By definition, self-regulation is the ability to attain, maintain, and
change arousal appropriately for a task or situation (as defined by
Williams and Shellenberger,96) and includes:
� The ability to seek comfort and security or safety when it is
needed
� The ability to know what arousal state you are in and how that
compares to the situation/context or task at hand
� To regulate attention to task
� To regulate activity level
The three “c’s” of calming, coping and comfort apply to the overall
concept of maintaining self regulation or a sense of body and
behavioural organization in the face of challenge (stress, too much
sensory input, too much change, too high of demand, etc.).
Techniques to Foster Self-Regulation
To support or help develop self-regulation capacities, we utilize
sensory based strategies in concert with cognitive-behavioural
strategies adapted to the fragile X learning style.
Some of our favourite STRATEGIES include:
• Ready- Not Ready

Eye Contact & Fragile X


People with fragile X are often
easily
overwhelmed
by
social
interaction
and
by
sensory
information.
They are generally
hypersensitive and once overstimulated take a long time to calm
down.



Many Children and adults with
fragile X react to the intensity of social
interaction by avoiding eye-contact.



A high level of arousal or anxiety is
unpleasant and interferes with the
ability to concentrate and learn, and to
communicate effectively.

It is extremely important to
decrease anxiety by not
demanding eye-contact

• Red Light, Yellow Light, Green Light
• Alert Program and Take 5! www.alertprogram.com
• Sensory Stories - http://www.sensorystories.com/
• Sensory Diet



• Sensory Choice Board
• 5-Finger Technique
• Fragile X Emergency Kit or personal sensory kit
• Coping Keychain - a retractable keychain with pics on it used for
visual schedule
• Comfort spot, Quiet Corner, Hideout

Avoid face-to-face teaching where
maintained eye-contact is expected. It
is more useful to sit beside the
student, using physical prompts where
necessary
to
reinforce
verbal
instructions.



Face-to-face activities involving
other children can be replaced by cooperative activities that require a
lesser degree of eye-contact.

• Transition Objects
• Other Positive Behavioural Supports
Intervention should provide “tools” for both:
• in the moment meltdowns (stop agenda, stop talking, keep safe,
regroup, re-start)
• proactive strategies to minimize or manage hyperarousal and
associated behaviour
Reprinted with thanks to

www.developmentalfx.org
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Signs can also decrease social
pressure by encouraging the person to
look at hands rather than eyes.
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IVF with PGD
In August 2006 we found out we were pregnant
with our first child, a boy!! Being 18 at the time I
was scared enough becoming a teenage mother,
but little did I know this was just the beginning of
my journey. Our beautiful boy Cruz was born January 2007, and just before his 4th birthday we
found out he has a mosaic form of Fragile X Syndrome, where half of his CGG repeats are over
200 and half are pre mutation numbers. Now he is
5 and is just amazing.
It was the longest 24 hours of our lives waiting for
the embryologist to ring with the results, when
she did we found out we had 2 females and 1 male
with full mutation, 1 female which came back as
an inconclusive test showing the embryo was not
affected by full mutation but a small chance of pre
-mutation, and finally one male unaffected.

As you all can relate we were initially shocked
and devastated with the FXS diagnosis, for what
this meant for him and for us, and have spent the
last 2 years trying to understand and come to
grips with the effects, implications and challenges
of this genetic fault.
As we were already about to start trying for another baby we were referred by the geneticist to
the IVF clinic to perform pre-implantation genetic
diagnosis (PGD) to select unaffected embryos. We
almost immediately started the process of blood
tests, counselling, waiting lists and the development of specialised tests for our case. This took us
most of the year to the point where we were able
to start the final process, the hormone injections!
I injected myself twice a day for 4 weeks, with one
final injection just before the egg retrieval to mature the eggs. Throughout the four weeks I had
multiple scans to see how the eggs were developing, they found 9 healthy sized eggs which were
retrieved in early October (pretty average amount
which I have learnt is normal for a permutation
carrier of Fragile X). 5 of these eggs fertilised and
developed enough to be tested on day 3.

To begin with we were shocked and to be honest
disappointed, we desperately wanted a daughter
as this was our only funded chance at another
child and had no unaffected embryos to freeze.
Also now we had to make the unimaginable decision whether to gamble with an inconclusive female embryo or go with the unaffected male. After
a few tears and discussions we did decide to go
with the female. However not long after the embryologist rang again and told us the female had
stopped developing, leaving us with the male embryo which we implanted the next day. This was
an emotional trip one where we faced decisions
and emotions that I really, could never, have been
prepared for, but working my way thru it with the
support of my husband and my family we were
ready to go forward.
The next 2 weeks we patiently and eagerly waited
until we could have the blood test to confirm a
pregnancy or not, and sure enough WE WERE
PREGNANT!! Everything we had been through
was so surreal, I just couldn’t believe it, it had
actually worked!!!
On the 1st of July 2012 at 12.58pm, weighing
8.8lbs we welcomed baby Chase into the world.
Cruz is such a proud and helpful big brother and
even though it was a massive process to get here
it was worth every moment and we couldn’t be
happier.

Krista - Auckland
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Family News
Education Strategies

Transitions

Hi my name is Yasmina and I’m 10 years old. I have a
brother with fragile X and his name is Andrè.
Because I have a brother with a disability I get to go
on cool things called SibCamps and SibShops.
SibCamp is where a whole lot of children aged from 818 years who have a brother or sister with a disability
come together for a weekend camp. We went to Bridge
Valley in Nelson.
At the SibCamp we do lots of fun activities like
archery, go carts, swimming, kayaking etc.
At
SibCamp we also get to talk to camp leaders and our
camp friends about our feelings. Some people are a bit
hesitant about it, but some people jump right in. I’m a
jump-right-in person.
I came back from SibCamp feeling a weight lifted off
my shoulders knowing that other people feel the same
way as I do.

SibSupport is free to families and one of the many services
provided by Parent to Parent New Zealand Inc

Empowering families of people with disabilities and
health impairments through support and information

www.parent2parent.org.nz
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Transitions can create havoc in the
lives of many with fragile X. Anything
from moving from one activity to
another in the classroom to moving
into a new house can shift the
foundation and cause a behavioural
outburst. Creating a mission or
purpose for the child helps to reduce
the negative effects of the transition.
Being committed to a purpose gives
meaning to the transition and
reduces the anxiety often created
from not understanding why it is
happening.

Have Purpose, Will Transition
For those with FXS, habituation of a
ritual provides the child with comfort
created by a recurring routine. Dr
Marcia Braden believes that people
with FXS habituate rituals to mitigate
the extraordinary events of life that
have no predictability or consistency.
It is the unpredictability of an event
that feeds anxiety. Replacing an
imminent change with an habituated
ritual will shift the focus from the
unknown to the known, making the
transition more tolerable.
Dr Marcia Braden is the world’s leading
expert on behaviour and FXS. For FXS
learning resources visit

www.marciabraden.com
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They also wanted to do blood tests on Saul, Cara
and myself. The room that you go into to do the
blood tests is very child friendly and numerous
things in there to act as a distraction for the child.

Cunningham Family Visit to
the M.I.N.D Institute

I can recommend the canteen food and if you
should get the opportunity to go hopefully you have
the honour of being looked after by the same
African American lady we had. What an amazing
memory for faces and what you order for meals.
Really great people!

In October 2011 we made our way to the States to
see the MIND Institute. They were really
wonderful, they made us feel like part of the team
and we were all treated with such dignity. While
we were there Saul spent numerous hours with
different members of the team. He spent time with
psychologists who asked numerous questions and
were very understanding. I also spent a lot of time
with different psychologists answering numerous
questions about Saul’s development, moods,
abilities, responses to different situations and
many others. We had a very short time with them
as we had 4 days of procedures squashed into 2
days. Throughout this they were understanding
and accommodating.

We also spent time with Louise who asked
questions about family members and drew a family
tree relating members and any afflictions they may
have or have had.
Our last session was with Randi and this amazing
lady’s passion for our children and their condition
was really evident. She made some good
summations of Saul and made some really good
suggestions for medications. You know how the
States has the reputation for just “popping pills”
well I didn’t feel like after this experience. The first
thing Randi did do was to request that we cut back
on Saul’s Concerta because she wasn’t happy with
the effects the amount that had been prescribed
were having on him. She did also request that we
add some vitamins, fish oil and other natural stuff.
Randi also made recommendations about things
such as social development, physical development.

Cara who is clear of Fragile X spent most of her
time in the waiting room which was child friendly,
playing with the toys there, watching videos,
colouring in and working with things we took.
There were times when they sent a play specialist
down to play board games with her. This was
usually when she would be spending a few hours
on her own because Saul was being assessed and
John and I had to be in a session with one of the
specialists. They would always explain what was to
be done, why and what the procedure would.

They did request that we get a particular blood test
when we get home because it was too expensive
over there and we can get it free here. We have
done this and this has shed some more light on
what Saul is going through. They have found that
part of the chromosome is missing and they are
trying to work out what part it is and what effect
this has.

Saul also had an MRI of the brain done. They were
very understanding and supportive of him. In
order to get him to lie still they played a movie for
him. The whole set up is definitely geared for the
children in order to make them feel comfortable,
safe and at home. The down side of the MRI is that
their funding doesn’t extend to being able to
complete a full report on the findings of the MRI.
But we came away with the procedure and pictures
on a CD that we can take to a doctor and get it
assessed.

While at the MIND institute we saw squirrels in
their quadrangle and the kids got so excited.
So all in all we felt this was a worthwhile trip. But
I must say that if you are looking for a golden
wand that is going to make it all go away then you
will be disappointed but if you are looking for a
further insight of what could be going on and
building some good connections and extending your
Fragile X family then this is more than worth it.
We added a bonus for the children by going to
Disneyland and it was an amazing family time!

They did a biopsy whereby they took two samples
of flesh – 2mm x 2mm. For the preparation of this
they spent time talking to us as the parents about
what was to be done, why and how to all worked.
Then we were asked what the best way would be to
approach it for Saul and they followed our guide.
They explained that they do keep some of it back
for the possible stem cell growth should this ever
be required to help the child. But you are also told
that at any stage now or later you may pull the
samples and they will destroy them.

Landis – Auckland
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Williams Family Update
Craig has left the SPCA after 8 years. He is now
earning money which he thinks is great. He said
to Kevin and I, “I am rich now I am getting paid”.
Craig is working for a company called Aitrus packing Air New Zealand head phone sets, the ones
you get on the international flights. Craig has
made a lot of new friends and caught up with
some of his old school mates when he was going to
Homai College, the school for the blind. Craig
works 3 days a week from 8am to 4pm. He does
get a bit tired and grumpy but he is handling that
now and has learnt to go to bed earlier than he
did. Craig’s supervisors and his employers are
very pleased with his work. They have said he is
very hard working and is not afraid to try new
things and the best thing of all they said he is a
cheeky bugger. Hey what does one expect having
the parents he has. Kevin and I are very proud of
Craig. He has sure come a long way from those
early days.
Craig and his flat mates have been going to all the
Blues rugby home games at Eden Park. They also
went to the Irish All Black game at Eden Park.

The guys have a beer while watching the game
and have a great time.
Craig continues to come home once a month or
sometimes more often when he books himself in.
We think it’s quite funny when he does that. It
doesn’t matter what Kevin and I are doing he
says, “I come to will see you 2pm Friday Mum and
don’t forget my beers” and then hangs the phone
up! So off to the supermarket I go and restock the
fridge and pantry cupboard and do it all again
when Craig goes home so Kevin and I and can eat
for the rest of the week. Before Kevin takes Craig
back to his place Craig gives Kevin his wallet and
says full it up please Dad.
Craig continues to lead a full and happy life and
continues to be very well looked after by the wonderful staff at his place.
Hope this finds everyone well and your children
are doing well in whatever they are up to.

Vicki Williams - Auckland

Fragile X Clinical Forum
The Fragile X Clinical Forum is an opportunity for a discussion via video conference link between families
affected by Fragile X Syndrome, paediatricians responsible for the local are of children with Fragile X and
Dr Andrew Marshall, Developmental Paediatrician and specialist in Fragile X.
This is a free service available to all families
Please contact FXNZ for more information or to register for the next clinic
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Family Gatherings
In Christchurch we held a workshop and family fun day in
April. Occupational Therapist Emma Radcliff spoke about
sensory regulation. Thanks Emma for a very informative
presentation. One of the participates said after the
workshop ‘”OK, now I get what anxiety is and how it’s
affecting my son!”
Five families enjoyed
a day at Willowbank
Wildlife Reserve.
Susanne, Connor, Madison, Claudia
and Paula at Willowbank

Brothers Connor and Alex

Andrè and sister Yasmina on the tractor

Auckland Family Gathering in
July! Six families enjoyed
catching up while the children
played. Thanks to Leona and
Chris for hosting.

14

Spring 2012 Fragile X New Zealand Newsletter
Nelson Family gathering in
September!
Bryce and
Jordan, both 16 years, met
for the first time. Rabbit
Island was beautiful and the
sun shone for us!

Dan, Jordan and Andy

Fragile X New Zealand
Library

Fragile X New Zealand have a
lending library that includes
books, audio-visual material and
educational information about
fragile X.
Recently we have updated our
stock with newly published
books. Over the coming newsletters we will continue to profile
the new books. You can however
view the full list of books, and
other material available on our
website.

Right - Bryce and
Yasmina enjoying the
BBQ!

EDUCATING
CHILDREN
WITH
FRAGILE
X
SYNDROME : A MultiProfessional View
This text provides support and
information for teachers, for
whom meeting the educational
need of children with Fragile X
presents
demanding
challenges. The book benefits
from the expertise of an
international
field
of
researchers, whose variety of
perspectives contribute to this multi-professional approach.
Each chapter of the book suggests practical intervention
strategies, based on sound educational principles expressed in
accessible non-specific terms. A range of important topics are
considered, including the physical and behavioural
characteristics of Fragile X; the effects of Fragile X on learning;
adults and women with Fragile X; medication and therapy; and
related conditions such as autism and attention deficit
disorders. As it breaks down the barriers of professional
practice, this book establishes the groundwork for successful
and valuable multi-professional teamwork.
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Tracey Cockcroft kindly operates
the library service. The loan conditions are as follows;

1. There is no limit to the number of items that can be borrowed at one time.
2. We cover the costs of delivery to the borrower.
3. The borrower is required to
pay the costs of returning borrowed materials to the library
4. Loans are for one month
unless special arrangements are
made.
Because this is a free service, we
request that all care is taken to
ensure that loaned material is
returned in good condition.
Fragile X New Zealand does not
necessarily endorse the contents
of all the publications in our library.

If you are moving house, changing phone or
email address please contact us!
Do you have something of interest to put in this Newsletter?
Please send your articles to nationalcoordinator@fragilex.org.nz
Remember, this is your Newsletter. We want to hear about what’s happening in
your household, at your child’s school or in your local community, so that we can
share it with our national community.
Deadline for the next issue: 21st November 2012

Sincere thanks to our generous sponsors -

JR MCKENZIE TRUST
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