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Fragile X-Associated Tremor/Ataxia
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affecting some male carriers (and in
rare cases, female carriers) of the
premutation usually over age 50,
causing balance, tremor and memory
problems.

Lance Norman

Fragile X-Associated Primary
Ovarian Insufficiency (FXPOI) or
early menopause is a condition
affecting some female carriers of the

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

Raymond Dickinson

Executive Director Andrea Lee
andrea@fragilex.org.nz
Free phone: 0508 938 0552

•

support individuals, families and communities affected by fragile X syndrome
and fragile X-associated disorders

•

promote awareness and understanding
of these disorders

•

assist individuals affected by fragile X to
reach their full potential

premutation.
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.

www.fragilex.org.nz

Cover photo: Angela, Bronie and Donna as
seen on Attitude TV!

2

Winter 2019 Fragile X New Zealand Newsletter

Jude Pani – Chairperson
Kia ora tatou,
As a grandmother with
Premutation Fragile X, it
is a privilege to chair the
board of FXNZ. Since
taking up the chair’s role I
have been impressed with
the calibre of the trustees
on the FXNZ board and
more so with the
exceptional talent and commitment of our Executive Director,
Andrea Lee.
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Features:

In 2018, not long after Fragile X syndrome was diagnosed in
my mokopuna and proved to be a major influence on my
whanau, I attended with my daughter the Fragile X
International Conference in Ohio, USA. I learned more about
Fragile X syndrome from the experts and engaged with
families from around the world who were managing life on a
day to day basis with Fragile X. I was impressed with the
way this international organisation was organised,
communicated with the families and advocated to health
professionals and politicians on behalf of families. They also
facilitated opportunities for everyone to participate in the
research.

Jaimee’s Story

6

Managing Anxiety

8
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10

This sparked in me a personal desire to support my girls in
the best way I could and to give something back to the
Fragile X Community in NZ. I am keen for FXNZ to have
strong engagement and communication to raise awareness
and support for Fragile X in NZ and to ensure that our
Fragile X families have up to date information and support.

FX Family Gathering

4

No Longer Fragile

7

Williams Family Story to
Diagnosis

11

Meet the Trustees

13

FX Clinical Trial Update

15

Information:

International FX conference 15
Fragile X Clinical Forum

I look forward to meeting some of you at the Family
Gathering in October and others when our paths cross.

Ngā mihi,

Jude Pani
info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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Executive Director’s Update
By now everyone will
have hopefully had the
chance to see the
Attitude TV episode
about Fragile X. It
screened on TVNZ
One and continues to
be available online.
What an amazing
opportunity to raise
awareness about Fragile X in NZ! We have received
overwhelmingly positive feedback, with many touched
by the family story shared so eloquently and bravely
by sisters Bronie, Angela and Donna. A huge thanks
to the three families—you did the FXNZ community
proud!

Increasing awareness is a priority for FXNZ and we
continue to find new ways to spread the word. 7 year
old Preston recently featured in the Rare Disorders
NZ nationwide poster campaign. You can read the
Williams family story later in this newsletter.
We are currently working on updating our Website,
with Jaimee Caffell doing the development work for
this project. Many in our community will know the
Caffell family and be interested to read about
Jaimee’s journey to adulthood and graduating with a
Bachelor in Design Communication on Pg. 11.

Reflecting on significant events in the Fragile X
community, new research released about the
impact of the premutation FX gene change by Dr
Randi Hagerman is worth mentioning. She and
follow researchers have coined a new term, Fragile
X-Associated Neuropsychiatric Disorders (FXAND).
Recognition of FXAND is important because it
identifies a group of premutation disorders beyond
FXPOI and FXTAS that cause significant issues to
some people with the premutation. It’s fair to say
the response to this new term has been mixed,
however it has shed light on issues that have long
been acknowledge (such as anxiety, depression and
auto immune problems) and will focus further
research efforts.
Earlier this year we acknowledged Chris Hollis’s
huge contribution to the fragile X community as he
stepped down as FXNZ chairperson after nearly 10
years. We are fortunate to welcome Jude Pani into
the role of chairperson. Read more about Jude and
our newer trustees later in this issue. We are
fortunate to have a skilled group who volunteer a
commitment of their time and expertise. Please
consider supporting this work with an annual
donation or a more regular contribution. Donations
make an real impact on what we can achieve.
Planning is underway for the annual Fragile X
Family Gathering in Rotorua. I look forward to
seeing some of you there!

Andrea Lee

Fragile X Family Gathering
4-6th October 2019, Rotorua
Book accommodation at Blue Lake Top 10 Holiday Park, Rotorua
www.bluelaketop10.co.nz Book accommodation via 0800 808292
Please say you’re with the FXNZ group

All fragile X families
welcome!!!
Come and join the fun!

The program will include all our usual fun activities like the mums
breakfast, a shared BBQ dinner, a workshop with Dr Martyn
Matthews, the AGM and family fun activities. Contact
info@fragilex.org.nz to register

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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An Update From FXNZ

fragile X and to share information about their
work. We are meeting with the team at Mind
for Minds 7:30pm, Thursday 25th July at
Auckland University.

Attitude TV Fragile X Episode
If you haven’t already please watch and share
the Attitude TV episode about Fragile X!
Access it via TVNZ OnDemand or via the
Attitude TV website www.attititdelive.com

Fragile X Parent Education Programme
Work continues on the development of this
new FXNZ initiative and is due for completion
later this year.

GP’s Conference, Rotorua
We recently shared information about fragile
X and fragile X-associated disorders at the
annual GP’s conference via a Rare Disorders
NZ table. Pamphlets and an information
sheet specifically for GPs was shared, and
screening of the Attitude TV Fragile
X
episode.

Facebook
The FXNZ Facebook page continues to be a
good way to share fragile X news and events.
If you are a FX parent and would like to join
the parents group let Andrea know. FXNZ
have now also created a Facebook group
specifically for NZ support and information
for individuals and families affected by
FXTAS and other FXD’s.

Annual Fragile X Family Gathering
The FXNZ annual FX Family Gathering is
scheduled for 4-6th October 2019 with around
22 families registered to join the family fun in
Rotorua at Blue Lake Top 10 Holiday Park.

Useful websites and links

Fragile X Conference in March 2020
Both Dr Marcia Braden and Dr Jonathan
Cohen are confirmed to come to Auckland in
2020 as part of a Fragile X conference. Please
add 10th –14th March 2020 to you diary now.

Fragile X NZ Clinical Trial
Progress continues with the Zynerba
Pharmaceuticals trial in NZ with some
families having completed the 14 week double
blind placebo trail period and moving onto
the extended open label study. More
information on Pg. 15

Mind for Minds Meeting



Fragile X New
www.fragilex.org.nz



The National Fragile X Foundation
www.fragilex.org



Australian Fragile X Association
www.fragilex.org.au



The Fragile X
www.fragilex.org.uk



For information about education
and behaviour in Fragile X
www.marciabraden.com



Information
www.fxtas.org



Fragile X research www.fraxa.org



People First www.peoplefirst.org.nz



Parent to Parent New Zealand
www.parent2parent.org.nz

Zealand

Society

about

FXTAS

 D i s a b i l i t y
C o n n e c t
www.disability.org.nz

Dr Russell Snell, Victoria Hawkins and Dr
Jessie Jacobsen have commenced a research
project to investigate a potential therapy for
fragile X. The team would like to connect with
the fragile X community to learn more about

 E n a b l i n g
Good
Lives
www.enablinggoodlives.co.nz

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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thinker and I need clear instructions to get it”. Her
advice to other young women still at school or tertiary
study is “don’t let the teacher try and teach you a
certain way if you don’t understand it. Tell them how
you learn and how you need it explained.” Jaimee
went on to say “ask questions and try not to be scared
to ask your teachers questions. And know that the
teacher isn’t going to laugh at you”. Asking questions
was really important in year 12 and year 13 at school
particularly.

Jaimee Caffell: My Story

Jaimee again talked about how important counselling
had been for her to learn to understand herself and
work out how to deal with things. She said she has
learned to use music to calm down when she is feeling
anxious. Jaimee also shared that she had extra
tutoring in Maths and English between Year 7 and
Year 13 which helped too.

The Caffell family. Back row: Stacey, Jaimee and Bradley.
Front row: mum and dad, Kim and Adrian

Jaimee and Andrea Lee chatted one night about
many parts of Jaimee’s life she wanted to share
with other young girls and women living with
fragile X syndrome. This is an edited version of
their conversation.
Twenty four year old Jaimee found out she had
fragile X when she was around 9 years old. Jaimee
explained she didn’t really understand what fragile X
was then, but knew her younger brother Bradley had
it and it was why she was often anxious. Jaimee said
“I’ve struggled with anxiety my whole life, but
counselling has really helped”. She explained it also
affected her speech and that she hated speaking at
school and particularly making speeches as she knew
she wasn’t good at it. Speech language therapy helped
a bit but Jaimee explained that school was hard for
her and she didn’t have a Teacher’s Aide (TA) at
school. Jaimee said “most of the time I was thinking
what are they on about and getting frustrated when I
didn’t understand what was being explained to the
class. I was too shy to say I don’t understand.”

When Jaimee left school she went to Otago Polytech
and got a certificate because she knew she wanted to
study more but wasn’t sure what. She looked into a
degree in design and met with the head of the Design
Department. They suggested she work part-time
towards the degree but Jaimee decided she wanted to
study full-time. She said “people will tell you what
you can’t do but you can do anything you put your
mind to!”. Jaimee graduated with a Bachelor in
Design Communication at the end of 2017 after 3
years of full time study. She is now working at
Southern Colour Print in Dunedin.

With the help of her mum and a counsellor Jaimee
learnt to understand the way that she learnt best and
how to share that with teachers. Jaimee explained “I
had to learn to tell the teachers that I am a concrete

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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She also works as a contractor developing websites
including the new FXNZ website.
Jaimee reflected on the things she’d like other young
women affected by fragile X to know. She said “yes
you have fragile X, but it’s not who you are. Don’t let
it define you. It’s just a part of you.” Jaimee advised
others to always tell their parents if people picked on
them. She reflected on her friendships and said “it
doesn’t matter how many friends you have, it’s the
good ones that count. My good friend Kim has never
treated me differently, didn’t treat me like I have a
disability.”
Jaimee has a partner called Craig. They met through
snowboarding. She said relationships have been hard
over the years as she has had to learn to understand
her feelings.

Jaimee and Craig

Thanks Jaimee for sharing your story with others.
There are some great pearls of wisdom in your
thoughts and reflections and we appreciate you
sharing. Together we are stronger and together we
support each other learning to live the fragile X way!

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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situation or panic) when their brains and bodies move
into fear/fight or flight following a triggering event.
The hyperarousal leads to a disorganized state with
decreased self-regulation, decreased access to
language and communication and reduced attention.
Once this process begins, it can be hard to avoid an
explosive outburst.

Managing Anxiety….
What Works and Why
By Jennifer H. Epstein, PsyD
Most children who come to see me have a combination
of developmental delays, communication challenges
and symptoms of anxiety, resulting in frequent
tantrums. It is common for parents to share details
about their daily struggles. The familiar patterns are
that their children often have meltdowns during
transitions, aggressive behaviours during tantrums or
panic-like symptoms in new or unexpected situations.

Strategies to Manage Anxiety
We try to use strategies that focus on preventing the
escalation of anxiety and maladaptive behaviours by
planning ahead and using strategies to keep children
(and parents) calm.

Structure and Predictability

We increase

structure and predictability by creating practiced
Over time, parents begin to worry about how they will routines that are supported with visual supports. We
often use visuals (pictures, visual schedules or check
manage these behaviours or what others will say or
think. I often see a pattern develop where parents can lists) to show a sequence of events. There are a
variety of apps that work well for this. One I like is
anticipate when difficult behaviours will emerge for
their children, and they try many different strategies called “Choiceworks”. It allows one to set up a visual
to support their children, but sometimes they feel that schedule using their pictures, or importing your own
photos, so it is easy to individualize. Additionally, you
what they are doing is not helpful.
can check pictures off as you go so that it functions
like a checklist. It can be used to show a sequence of
Why Do These Behaviours Occur in
events or to show steps to a task.
Fragile X Syndrome?
Let’s begin by talking about the neurobiology of
Fragile X syndrome (FXS). Based on brain studies, we
now know that the brains are wired differently for
individuals who have FXS, which leads to a situation
of hyperarousal of the sympathetic nervous system.
People with FXS tend to have trouble habituating
(getting used to) to different sensory experiences.
For example, when they experience loud noises,
crowded places, unexpected movement, visually
distracting places or strong smells, it can be
overwhelming. Denser neural connections within a
part of the brain called the amygdala (the integrative
center for emotions and emotional behaviour) also
increase the likelihood of hyperarousal and the
probability of increased anxiety.

One family I know is using it to help with anxiety
around going to the dentist. They have set up a plan
with their dentist to make repeated visits (one per
month), where the child can follow the sequence while
getting comfortable with the setting. For this child,
the hardest part is the dental exam. Before we get to
that step, we will use the checklist to practice all of
the other steps, including a trip to the prize box. After
he is more comfortable, we can add in steps like
“Dentist will look into open mouth,” “Dentist will
count teeth” and “Dentist will brush teeth” so that he
can learn the longer sequence without experiencing
panic. Similar pictures and steps can be used to
practice brushing teeth or other self-help skills.

Simpler Language

We decrease the length

and complexity of the language we use with children
with FXS. When children are feeling worried or
experiencing anxiety, it is harder for them to

Children with FXS tend to have maladaptive
behaviours (tantrums, screaming, trying to flee a

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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understand complex language. Unfortunately, in
moments of frustration, sometimes parents talk more
and give more directions. This tends to add to
overstimulation, which can intensify the likelihood of
maladaptive behaviour.

children to reference how they are feeling, regardless
of delays in expressive communication skills. A child
can point to show what they are experiencing on a
feeling thermometer, and a parent can help the child
to use strategies to return to a calmer state.

Instead, it is helpful to use short phrases that are
calming and have clear directives embedded within
them. By relying on short phrases, children can
quickly understand their meaning. By using
predictable, practiced phrases, children know what to
expect.

Where to Begin

Calming Routines

•

We teach calming

routines. When they are practiced ahead of time,
calming routines can interrupt the escalation of
anxiety and overstimulation. Examples might be
taking deep breaths, counting to 5 or 10, listening to
a calming song, looking at a favourite picture or book,
using fidget toys or stress balls, doing mindfulness
exercises, holding yoga poses, pouring beans or rice
or playing in Kinetic Sand. These are all strategies
that when practiced in non-stressful situations can
be used to bring greater calmness during points of
increasing anxiety. It can be very helpful to offer a
familiar activity that has a calming influence and can
interrupt perseverative focus that can develop as
anxiety is heightened.
Once these strategies have been practiced in calm
moments, they can be offered as a regular part of the
overall daily schedule, and they can be used prior to a
transition or a known triggering event. Your child
may benefit from working with an occupational
therapist at school, or in private consultation, to
work on calming strategies as part of their overall
sensory processing program.

Identifying and Expressing Feeling
States
We teach identification and

These ideas need to be individualized for your child.
It is important to keep in mind what you already
know about your child. Try to work with a friend to
make a list of what are likely triggers for panic and
anxiety that result in tantrums.

•

•

•
•

•
•

Pay attention to patterns when your child starts
to perseverate or repeat ideas in a way that
makes you feel he or she is anxious rather than
excited.
Pay attention to their body language. Kids will
often try to hide, chew more, cover their ears or
leave a situation that is overwhelming. Flushing
is a common reaction when feeling anxious.
Pay attention to what you already know about
your child’s likes, what helps them calm down
and what objects and activities provide good
distractions.
Model use of feeling words and begin to introduce
feeling pictures.
Practice taking a big breath before major
transitions, counting or using positive self-talk so
that your child sees you using the same
strategies you want your child to use.
Consider making a video of one of your child’s
older siblings, or a peer, using the strategy you
want your child to use.
Pay attention to the words you use. Help your
child to focus on something they like that is
happening in the present moment rather than
offering reassurance about a future event.

By adding one piece at a time, it is possible to
build skills in the areas of self-regulation and
calming strategies.
Jennifer H. Epstein, PsyD is a licensed clinical
psychologist in private practice. She worked at the
Fragile X Treatment & Research Center at Children’s
Hospital in Denver, Colorado
from 1996 until 2010.

appropriate expression of feeling states. Children can
point to pictures to show how they are feeling. They
can learn short words to associate with feeling states
(mad, sad, worried, scared). “The Incredible 5-Point
Scale” by Kari Dunn Buron uses visuals and allows

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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FXNZ Community News

Anita Nicholls and
Andrea Lee
working on the
Fragile X Parent
Education
Programme
project in Nelson
recently.
Jada Norman completing the 6km
Tough Gal & Guy Mud challenge
recently. Way to go Jada!
Reid and mum Elle survived his first hair
cut! We all remember this milestone,
and think it’s worth celebrating how well
Reid, the hairdresser and mum Elle did!!!

Save the date: 12th –14th March 2020
Fragile X NZ Conference
with International Fragile X
specialists

Dr Marcia Braden &
Dr Jonathan Cohen

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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Occupational Therapist (OT).

Our Story to Diagnosis

At his before school check, Preston couldn’t complete
the sight or hearing tests because he didn’t
understand what he was being asked to do, couldn’t
tell them what was in the pictures and he didn’t like
the headphones on his head. When they asked if I
had any questions, I burst into tears. My 4 year old
son couldn’t complete a sight or hearing test, has
limited speech, a lazy eye, rocks and flaps his hands,
won’t eat meat or vegetables and isn’t toilet trained.
I was offered a referral to a Paediatrician and had
repeat visits for the hearing tests but no change.

Hunter, Adam, Meagan and Preston Williams
Preston was born in September 2012. He was a very
happy and healthy baby. He also has an older
brother, Hunter, who was born in 2011.

Visit one to a new Paediatrician was a long one. Visit
two he was diagnosed with Global Developmental
Delay (GDD). She asked us how we would feel about
him being diagnosed with Autism. We wanted to be
sure so decided to go ahead with a blood test. Visit
three Preston drank his “special juice” and sat on the
bed with Dad. He’s so strong. Three people had to
hold him still so they could draw blood. He was so
freaked out. Afterward, he just wailed. It broke my
heart seeing him so distressed, but the doctor
assured us he wouldn’t remember any of it.

8 weeks later the results came. “The results show
that he has Fragile X Syndrome”. Followed by an
At 3 weeks old at a midwife follow up, a problem was explanation, a website to check out and an email
address for questions we went home to digest it. A
picked up with Preston’s heart. The Paediatrician
confirmed he had a Ventricular Septal Defect (VSD) diagnosis! What is it? What does it mean? I’d never
heard of it. I had months of sleepless nights googling
or Heart Murmur. An Ultrasound showed a 3mm
FXS. Websites, research, joining forums and
hole between ventricles. It was monitored and over
Facebook groups. Preston has over 200 CCG repeats
time it closed by itself. He was slow to meet
on the FMR-1 gene on the X Chromosome which
milestones. Rolling over came but he hated tummy
means he has full mutation Fragile X syndrome.
time. Crawling came at 14 months and walking
unassisted at 2 years old. When he could sit himself
Other Specialists
up, he would rock his body back and forth and then
came the hand flapping. We didn’t think too much of He is seeing an Ophthalmologist for his lazy eye. Our
it at the time. When he started walking we were
first 2 appointments were horrible! How do you
discharged from Paediatrics.
explain to a 3 year old who is almost nonverbal and
After he turned 3 years old his Preschool referred
him to a Speech Language Therapist (SLT) for his
very limited speech. He also played by himself a lot.
He developed a love of the swing and swinging. Early
Intervention and SLT put plans in place. An Early
Childhood Support Worker (ESW) was hired to help
at preschool and a referral was made to an

no understanding of why a stranger wants to flash
lights and put strange things near his eyes? 13
months after a referral was sent we finally started
seeing an OT. They helped us to understand our son
so much more. He was due to turn 5 and was
functioning at the level of a 2 ½ year old. He has
visited Audiology recently for a proper hearing test. I

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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I had to demonstrate them first, but we got there in
the end. Waiting for next paediatrics appointment
for next steps. We have also seen a podiatrist for his
flat feet and has started wearing orthotics.

and early riser. 2.30am isn’t an appropriate time to
start the day! Haircuts, teeth brushing and cutting
finger/toe nails were like torture for him. He would
cry, struggle, hit, kick and scream. With help and
time, we are able to get them all done without too
much stress. He also has trouble identifying his own
body temp as hot or cold. A nice sunny day and he
will refuse to take off his fleecy school jacket.

School life
Preston started when he turned 5. He is in
mainstream, has ORS funding and Teacher Aide
support. He has a number of challenges. One of his
biggest is anxiety. We follow the same routine each
morning. He doesn’t like seeing his teacher before
we enter his classroom. He struggles letting me go
at 9am. Changes to routine like fire alarms can
really upset his day. A year on we have more good
days than bad. His school has awesome teachers,
staff and students. Everyone is aware of his
challenges and needs. Whether he is in class or the
playground, there is always someone looking out for
him. He wears a high vis vest during break times
for his safety. It was something I asked for. As his
parent I feel it’s right for him and he loves wearing
it. This term he has also been participating in a new
music and dance class which is right up his alley he just loves it.

The trouble living in a small town is getting
professionals like doctors, SLT’s, OT’s, Physio etc to
stay and work here. Wait times can be long, costs
can be out of reach and if there is no clinic here we
would have to travel 3 hours one way to get to
another one. Less than a year after we started
seeing the OT their contract with the DHB wasn’t
renewed, which meant we could no longer see them
unless we went private. So frustrating and while it
would be worth it, it’s not something we can afford.
Getting information can sometimes be a challenge.
Not everything is easily accessible or laid out for
you by the professionals. Join Fragile X New
Zealand, make connections with other families
either locally, internationally or online. There are
people out there going through the same or similar
situation to you. Join groups, ask questions and ask
for help. Keep pushing until you get what you need.
We have some amazing and supportive friends,
family and groups now. We don’t know where we’d
be without them.

Everyday Life
Preston is a happy, funny and caring boy. He loves
apples, chips, movies, dancing, wrestling and rugby
among other things. For now, he plays rippa rugby
for a local club. He loves the Haka and is a big
supporter of the All Blacks. He has the biggest smile
and the biggest heart. He is very helpful, he likes to
clean and he’s very determined when he sets his
sights on something.

Being a parent of a child with special needs can be
so hard, frustrating and draining. You have to
spend so much time focusing on the negative and
explaining about your child. Telling the same story
to so many different people and professionals to get
the help needed for your child. At the same time, on
the positive, seeing Preston achieving is so
rewarding. It’s the small things/rare moments like
trying a new food or coming out with a new word
that make you so proud. We are only just beginning
our journey. It is one full of the unknown. We will
do our best to fill his life with positive experiences
and help him to be as independent as possible. It
won’t be easy but he is already an amazing human
being and we know he can do anything.

Today, he has a lot more words but still has
difficulty with speech and communication.
He has some fine and gross motor difficulties. He
has sensory issues like loud noises (bells, fire
alarms, sirens) and food (won’t eat meat or
vegetables). He needs a lot of help with self-care
(bathing, toileting, dressing). His anxiety varies but
“Go Home” and “See Mum” are on repeat if he’s
having a bad day. He has no sense of danger
(around water and will run onto road) and we’re
unsure of his pain tolerance level. We are starting a
sleep study soon. He’s a co sleeper, a light sleeper

Meagan and Adam Williams

info@fragilex.org.nz I Freephone 0508 9380552 I www.fragilex.org.nz
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Meet the FXNZ Trustees
Jude Pani, Chairperson

Jude is Executive Officer of Te Tatau o Te Arawa Charitable

Trust, following a career in local government. She is also Rotorua Catchments Advisor to the
Bay of Plenty Regional Council. After growing up in Christchurch, Jude moved to the North
Island in 2011, following the devastating Christchurch earthquakes. This was an
opportunity for her husband Tewi to move back to his whenua, and although they now call
Rotorua home, travel back to Christchurch is frequent. Jude’s moko Tia was born with
Fragile X full mutation in 2011. Jude has Premutation FX, her daughter Kiri also has Premutation FX and
both Kiri’s daughters have FX full mutation. The last 8 years have been quite a journey of discovery with
many questions. Jude joined the Fragile X community in 2016 and she was diagnosed with FX Premutation
in 2017, along with her sisters. Attending the July 2018 FX International Conference in Cincinnati was a
significant learning opportunity for Jude and Kiri which they thoroughly recommend. Jude is enjoying the
opportunity to contribute to the Fragile X community after becoming a trustee in 2018 and more recently
becoming Chairperson in 2019.

Louise Smith, Treasurer

Louise is a Chartered Accountant at Fonterra with 8 years

accounting experience. Her background is in corporate accounting having worked on large
investment projects for both Stainless and IS Deployment. Louise has developed and built a
service offering internally within the company for Project Accounting and developed
guidelines published for companywide implementation. She has completed Statutory and
Monthly Financial reporting for entities and Business Units. Louise also a mother of two
children one with Fragile X syndrome and is a carrier herself. She is driven to strengthening and expanding
the services that FXNZ provides to the community as more families receive a diagnosis of fragile X and
demand grows.

Bronwyn Markey, Secretary Bronwyn has worked as a registered nurse for 19 years
in New Zealand, Australia and England. For the last 15 years she has specialised in
haematology nursing and currently works in a day clinic administrating chemotherapy to
both oncology and haematology patients. Bronwyn is the mother of two young boys with full
mutation Fragile X syndrome. She discovered her premutation Fragile X status after the
diagnosis of her boys. Bronwyn’s focus in her work as a FXNZ board member is to increase
awareness of Fragile X amongst the medical, education and social services. Bronwyn and
her family recently featured in an episode of Attitude TV about Fragile X.

Chris Hollis, Trustee

Chris is a research scientist at GNS Science, a Crown Research

Institute, based in Wellington. In his 20 year career, he has led research in climate change
and geological resources, won three research grants from the prestigious Marsden Fund, and
initiated science outreach projects with iwi groups, school children, and youth with learning
disabilities. Chris has been a FXNZ board member since 2006, and immediate past
chairperson. Prior to that he was national coordinator and Wellington regional coordinator.
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Chris and Anita Nicholls, past chairperson of FXNZ, have two adult sons with fragile X. Chris and Anita
were instrumental in developing many of the organisation’s core initiatives, including the “No Longer
Fragile” schools programme and the Fragile X Clinical Forum, in conjunction with Dr Andrew Marshall.

Senorita Laukau, Trustee

Senorita migrated to NZ from Tonga in 1988. She spent

her childhood years in Niue and speaks Niuean, Tongan and English. Senorita was the
recipient of two scholarships at the University of the South Pacific, Fiji and has a Masters
in Education from Victoria University. She currently works as an Advisor at the
Tertiary Education Commission. Senorita has been a FXNZ Board member since 2007.
Senorita cites her mother, who was widowed when Senorita was just 13, as the most
influential person in her life. Her mother’s struggles inspired her to make something of her
life, to support her family and be what her father would have wanted her to be. Senorita is married to Aisea
and they have seven children (three of them adopted). Their adult son ‘Ofa was diagnosed with Fragile X
syndrome when he was 3.

Lance Norman, Trustee Lance is Head of Equity and Māori Health Outcomes

for

ProCare Health Ltd. He has held a number of roles previously including CEO of Hapai
Hauora Tapui (Maori Public Health), Senior Advisor at the National Urban Maori
Authority; Director of Funding, Contracting at Te Wahanu o Waipareira and Hoani Waititi
Marae; CEO for Waiora PHO; and Deputy CEO for the Waitemata Primary Health
Organisation. He has previously worked as a Senior Auditor for one of the largest auditing
companies in New Zealand, as a Financial Controller for a multi-national corporate and has been a Business
Manager in a number of capacities. Lance is a member of the New Zealand Institute of Chartered
Accountants. Lance is married to Patricia and they have four children. In 2010 they received a diagnosis of
fragile X for their youngest child, which led to the cascade testing of all their children. As a result all four of
the Norman children were diagnosed with fragile X.

Raymond Dickinson, Trustee Raymond is currently the Major Account Manager
at Fortinet, a cybersecurity company. He has over 20 years’ experience in the
Information Technology industry in a variety of roles including technical, sales, and
management. He has been involved in all aspects of business including strategy, go-tomarket, execution of sales, new products, professional services, marketing, operations,
finance and human resources. Raymond and his wife Angela have three children, two
with full mutation Fragile X syndrome. He understands the significance a diagnosis of
fragile X can have for an extended family network and is driven to improve outcomes for individual, families
and the community affected by Fragile X. Raymond is focused on increasing the level of support for children
with Fragile X and importantly their parents. He believes the more we can support and educate parents and
families the better prepared they are to support their amazing children.
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Fragile X Clinical Trial Update
A number of New Zealand families
are currently participating in a
clinical trial led by Dr Andrew
Marshall on behalf of Zynerba
Pharmaceuticals. Here’s an update
from Dr Marshall:

families, nor us as the research team, know
whether the individuals are in the treatment
arm or the placebo arm. This means the
findings of the study will be much more
scientifically valid when they are analysed, as
they won’t contain unconscious bias.

Feedback from families has been very positive
about how our research staff have engaged
with them and their children / young people,
particularly over difficult issues such as the
required blood tests. We have had families
participating from one end of NZ to the other.
Families have coped well with flying to us for
the 6 scheduled visits.

Participants who have completed the 12 weeks
of the study are eligible to enter a longer-term
open label study, where they will know they
are receiving the gel containing CBD, and its
effects will be monitored for a longer period.

Some families who were keen to participate
have only been able to go through the first
We are now nearing the end of the double blind stages of the trial, but then have been unable
placebo period of our participation in the
to proceed further due to the strict inclusion
Zynerba clinical trial of the effectiveness of
and exclusion criteria set for the study. We are
the cannabidiol (CBD) gel in helping children very grateful to them for coming forward, and
and adolescents who have fragile X with their are sorry full participation did not happen this
irritability and social avoidance.
time.

The one thing we can’t tell you (because we
don’t know ourselves) is whether this product
actually works! The whole point of a double
blind placebo controlled trial is that neither the

Join the international community learning
about Fragile X and Fragile X-associated
disorders at the next International Fragile X
conference. A fantastic opportunity to hear
from people like Dr Randi Hagerman,
Marcia Braden and many other
professionals, researchers and families
sharing knowledge about fragile X.
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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 andrea@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: 27th Oct 2019

Donations help us do our work supporting families living with Fragile X and Fragile X-associate
disorders and raise awareness about the disorder.
Donations can be made to the FXNZ account ASB 123152 0096420 00
Donations over $5 are tax deductible, receipts available

Sincere thanks to our generous sponsors -
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