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What is Fragile X Syndrome?
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Fragile X refers to a group of genetic

conditions now refe
X-associ ated Disorde

The disorders include:

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.

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.

Fragile X -Associated Primary
Ovarian Insufficiency (FXPOI) or
early menopause is a condition
affecting some female carriers of the
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
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supporting families living with fragile X syndrome
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Registered office; 196 Taita Drive, Avalon,
Lower Hutt 5011

Postal address; PO BOX 1322, Nelson 7040
Free phone: 0508 938 0552
Email: info@fragilex.org.nz
Web: www.fragilex.org.nz
Charity Commission Number: CC25998
Trustees

Chris Hollis - Chairperson

Lance Norman - Treasurer

Judith Spier - Secretary

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

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

1 support New Zealand families living
with fragile X

q raise awareness about fragile X with-
in New Zealand

q assist individuals affected by fragile

X to reach their full potential

Syndrome. www.fragilex.org.nz
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Article 24 of the UN
Convention of the Rights
of the Child, recognizes
othe right of the child to
the enjoyment of the
highest attainable
standard of health and to
facilities for the
treatment of illness and
rehabilitation of health

In the bad old days when my boys were young, Genetic
Health Service New Zealand could argue that they were
not infringing this right by refusing to test children with
mild symptoms of fragile X because the diagnosis would
make no difference to their care or support. However,
through the efforts of our parent -led Trust, things have
changed. We now offer fragile X -specific services to
children, families and professionals throughout the
country. We have clinics two times a year where families
and their health professionals can consult with
neurodevelopmental paediatrician , Dr Andrew Marshall,
either in person or by video conference. Through our No
Longer Fragile programme, Andrea and Anita introduce
teachers and support workers to strategies that will get
our fragile X children engaged and learning in the
classroom. And Andrea is always on hand to provide
advice and link families up with the experts here and
overseas who can help address their concerns.

Now that one of our
make their own decision on when to test for fragile X by
using an Australian | ab, i
and moved their service into the 21st Century. We want
families to have the support of local genetic counsellors
that recognise and respect the expertise and knowledge of
parent s. So, we have
letter to the clinical director and await to hear the
outcome. If you have personal experiences of poor service
from GHSNZ, now is the time you should tell us your
story. Please contact Andrea or me directly.

The Hollis family look forward to seeing as many of you as
possible in (hopefully) sunny Napier 38
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With  half the
year already over
itds a
refl ect
been happening
so far for 2014.

Of course the
highlight would
have to be our

workshop series in both Auckland and
Wellington in March with Dr Jonathan

Cohen, Anita Nicholls, Rashelle Cohen,
Michael Cohen and Dr Andrew Marshall.
And the feedback showed that you agree.
Participates seemed to particularly enjoy
Michael Cohen speaking about his life and
living with fragile X. It was truly inspiring

to hear him speak about his achievements
and the things that have helped him.

In May Louise Gane visited us and she
generously spent time during her holiday
wi th many families.

announce that Louise will return in
November and join us for the 2014 Fragile X
Family Gathering! Planning is well
underway for another fun family weekend.
Many families have booked accommodation
already. This year we are off to Kennedy
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Park in Napier from 7 -9th November.
below for more details.

e algooheld another Fragile X

© Nejiniddl fz‘otru?n with Dr Andrew Marshall.
Five families around the country took part
together with their local paediatrician. We
aim to have another clinic later in the year
so let me or your paediatrician know if you
would |like to take

Families are continuing to meet around the
country and share their journey of living with
fragile X. See photos later in this issue. In
Whangarei Veronica has led the initiative for
a group of 13 women to participate in the
Auckland Marathon in November. They plan
to raise awareness about fragile X and get fit
in the process! If you would like to support
their mission you can donate at the
Givealittle event page www.givealittle.co.nz/
org/Fragilexnewzealand

See

We have also taken the No longer Fragile

woigsihop 0 & rnymbeh &f sohapls thisoyear
and continue to receive good feedback from
both families and schools.

I wonder if the second half of the year will be

so action packed? e s L
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FXNZ held workshops in Auckland on the
6th March and in Wellington on the 7th
March 2014 with Dr Jonathan Cohen,
Michael Cohen, Rashelle Cohen, Dr Andrew
Marshall and Anita Nicholls. See pg. 7 for
mor e informati on.
presentations are available on the FXNZ
website www.fragile.org.nz
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In May Louise visited NZ on holiday to see
her mother in Auckland. 13 families got
together in Auckland for a fun afternoon. In
Wellington 7 families went out for dinner
with Louise. See pg. 13 for photos.

O. | CAO &OACEI
FXNZ received funding from the Frozen
Funds Charitable Trust for our education

program. We have received fantastic
feedback about the program and the
difference it makes to school communities in
understanding the strengths and challenges

of people affected by fragile X.
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The FXNZ Facebook page www.facebook.com/
Fragilexnewzealand continues to be a good
way to raise awareness about fragile X and
share fragile X news and events. You can
visit the page without having a Facebook
account. If you are a parent and would like

to be part of the parents group let Andrea
know.
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Veronica Harley has led the initiative for a
group in our community to take part in the

AB fragiBX: OEOQOEIT D

awareness of fragile X and get fit at the same
time. A fundraising site has been set up so if
you would like to support their efforts you

can at www.givealittle.co.nz/org/
Fragilexnewzealand
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FXNZ have written to GHSNZ about issues

J o withtentingrfor fragiledX NNz i t a 6 s
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e date a\s %en set and planning is well
erwa November 2014, Kennedy

Park, Napler www.kennedypark.co.nz
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Useful websites for information about

1. Fragile X New Zealand

www.fragilex.org.nz

2 . The National Fragile X Foundation
www.fragilex.org

3 . Australian Fragile X Association
www.fragilex.org.au

4. The Fragile X Society
www.fragilex.org.uk
5.1lmagine Better

www.imaginebetter.co.nz

6 . For information about education and
behaviour ww.marciabraden.com

7 . Health Passport ww.hdc.org.nz/about
-us/disability/health -passport

8 . Information about FXTAS

www.fxtas.org
9 . Fragile X research www.fraxa.org

1 OParent to Parent New Zealand
www.parent2parent.org.nz
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&OACEI A 8 3UTAOI I A8 Pharmacological - ADHD, anxiety, mood,

A o urinary, sleep, aggression
) T OAOOAIOOGHAIE OAEDT ET A gubaviBfaf ] ABHD, anxiety, depression
Audiologist Educational - strengths and weaknesses
Optometrist / ophthalmologist
Speech and language therapist 3SPDAAEAA OOQAAOIL AT O AT A 1A
Occupational therapy / physiotherapy AOA T & SOA AO AAT AEO Oi E

: L EAI EI EA

Psychologist / psychiatrist
Specialist 0 paediatrician, neurologist, clinical
geneticist, genetic counsellor Xo O p OEEI] C O A1 O 4AA
Teacher / Special education 1. Dondt force eye contact
General practitioner 2.  Expectinconsistency

. T, 3. 0Simultaneousd6 vs O0Oseque
#EAAEI EOO 4.  Allow and/or encourage frequent breaks
DNA testing to confirm FXS status 5. Verbal expression is cognitively taxing.

Genetic counselling for information and
cascade testing of relevant family members

Grief and supportive counselling for family
Hearing assessment with audiologist

Vision assessment with optometrist /
ophthalmologist

Assessment for orthotics with podiatrist

Speech & language therapist for help with
communication

Educational psychologist - assess ADHD and
ASD, behaviour management strategies

Occupational therapist including sensory
issues

Developmental paediatrician for initial
assessment and ongoing review

Trial medications for anxiety or ADHD if
present under care of medical practitioner

NASC referral for_hellg‘ with funding, home
support etc. & Child Disability Allowance if
appropriate

Give information on FXS and advise to join

Think o0indirecto
6.  Prepare for transitions

7. Work with an OT to embed Sensory
Integration into the day

8. Notice environmental triggers

9.  Know FXS strengths

NB. Students prone to hyperarousal & anxiety
Also see Lesson Planning Guide

(Laurie Yankowitz, www.fragilex.org )
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Late last year when our son Connor was 7 years ~ one hour at a time of learning. This is a sample
and 4 months we went to our paediatrician to of his handwriting after taking an SSRI. Before
talk about trialling him on an SSRI  (selective we just got his name!

serotonin reuptake inhibitor)  to help with his
anxiety. After talking to different people in our

fragile X community who were getting good ”""'{p Ve 2/4

successes using an SSRI, we wanted to trial —r

Connor. o \cpnAf] &=V Q 2.0
=rex | (4);

After some investigation and consultation by o _c) )/)F 2 L LA \A\le

our paediatrician it was decided to trial

oA NS S nouny,
fluoxetine. Very quickly Connor became highly LA DS o o/

activated, wasn't sleeping and was generally o | Q o n sl % ,Q)k

bouncing off the walls! Connor is a very active 2N dank

child without adding to it, but he had normally . d} mrbé) (n D2 T anLCn

slept well, so you can imagine we were not : — N
T 3@ X A T5)%,

happy with this change! T /fﬂo} <y gz
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We did however also see some good things we B V/

hadn't seen before while trialling the SSRI. For

example he got up on stage and did some Sertraline is only one of the tools and strategies
highland dancing at the Highland Games at we use to help Connor. But it helps the other
school and generally managed tasks better in strategies to become more useful and effective.

class and at home. He could manage to finish a

task with two instructions. In hindsight | would have pushed harder to

However the activation and increased trial Sertraline first. Dr Randi Hagerman
hyperactivity was too much. We went back to suggests that it often works well for treating
our paediatrician with some addition anxiety in fragile X. It was a hard choice to
information from FXNZ and she agreed to trial make to start Connor on an SSRI but with
Sertraline (Zoloft). We started on a very low information and talking to other parents in our
dose- 1/8 of a 50mg pill. We quickly saw great community Chris and | are happy with our
results but with much less activation and decision and happy with the results for Connor.
hyperactivity! Thank you Andrea and our lovely fragile X

families for your support and help!

We feel Sertraline is helping Connor be the best

that he can be. It helps him be open for 6 EAEEAI] C AOAE

learning. The school now say they can get up to
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