
  

  

What is Fragile X Syndrome?  
Fragile X Syndrome is the leading inherited genetic cause of learning and intellectual 

disability and the most common single gene cause of autism 

Characteristics include mild to severe learning difficulties, anxiety, ADHD, sensory issues, 

delayed and repetitive speech and autistic like behaviours 

Strengths include strong imitative skills, good memory and visual processing, great sense of 

humour, empathy and a desire to be helpful 

It is estimated that as many as 1 in 468 males and 1 in 151 females are carriers of FXS 

Female carriers have a 50% chance of passing the gene mutation to each of their children. 

Male carriers will pass it to 100% of their daughters but none of their sons 

Some carriers maybe at risk of developing fragile X-associated disorders including late 

onset ataxia (FXTAS) and early menopause (FXPOI) 

 

About 12,000 New Zealanders have Fragile X Syndrome or are carriers 

  

7ÉÎÔÅÒ 2014 )ÓÓÕÅ 



Ψ 

  

Fragile X refers to a group of genetic 

conditions now referred to as òFragile 

X-associated Disordersó.   

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.  

A l l  c h i l d r e n  w i t h  d e l a y e d 

development or autistic -like features 

should be tested for Fragile X 

Syndrome.  

 

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;  
 

¶ support New Zealand families living 

with fragile X  

¶ raise awareness about fragile X with-

in New Zealand  
 

¶ assist individuals affected by fragile 

X to reach their full potential  
 

 

www.fragilex.org.nz  

#ÏÖÅÒ ÐÈÏÔÏ - 7ÅÌÌÉÎÇÔÏÎ $ÉÎÎÅÒ ×ÉÔÈ 

,ÏÕÉÓÅ 'ÁÎÅ ɉÆÁÒ ÌÅÆÔɊ ÁÎÄ *ÕÄÅȟ !ÎÉÔÁ ÁÎÄ 

#ÌÁÉÒÅ - -ÁÙ ΨΦΧΪ 

7ÈÁÔ ÉÓ &ÒÁÇÉÌÅ 8ȩ 
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#ÈÒÉÓ (ÏÌÌÉÓ ɀ #ÈÁÉÒÐÅÒÓÏÎ 

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 families has shown that itõs possible to 

make their own decision on when to test for fragile X by 

using an Australian lab,  itõs time GHSNZ  took  notice  

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 

parents.  So, we have written a polite òplease explainó 

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 Ȣ  

#ÈÒÉÓ (ÏÌÌÉÓ 

Article 24 of the UN 

Convention of the Rights 

of the Child, recognizes 

òthe 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 .ó 

  
 )Î ÔÈÉÓ ÉÓÓÕÅȢȢȢ 

    

   2ÅÇÕÌÁÒ ÆÅÁÔÕÒÅÓȡ 

   &ÒÏÍ ÔÈÅ #ÈÁÉÒÐÅÒÓÏÎ  Ω 

   .ÁÔÉÏÎÁÌ #ÏÏÒÄÉÎÁÔÏÒ  Ϊ 

   !Î 5ÐÄÁÔÅ ÆÒÏÍ &8.:  Ϋ 

 

   &ÅÁÔÕÒÅÓȡ 

   4ÙÌÅÒȭÓ 3ÏÎÇ   ά 

   &8 7ÏÒËÓÈÏÐ 3ÅÒÉÅÓ  έ 

   4ÒÉÁÌÌÉÎÇ ÁÎ 332) ÆÏÒ !ÎØÉÅÔÙ ή 

   7ÏÒËÉÎÇ ×ÉÔÈ ÙÏÕÒ .!3# ΧΦ 

   &8 .Å×Ó ÆÒÏÍ 4ÈÁÍÅÓ ΧΨ 

   #ÏÍÍÕÎÉÔÙ .Å×Ó  ΧΩ 

   "ÏÏË 2ÅÖÉÅ×   ΧΫ 

 

   &ÒÁÇÉÌÅ 8 )ÎÆÏÒÍÁÔÉÏÎȡ  

   &ÒÁÇÉÌÅ 8 #ÌÉÎÉÃÁÌ &ÏÒÕÍ ΧΦ 

   #ÏÍÍÕÎÉÃÁÔÉÏÎ  3ÔÒÁÔÅÇÉÅÓ ΧΧ 

   &8 7ÏÒËÓÈÏÐ 3ÅÒÉÅÓ  έ 

   5ÎÄÅÒÓÔÁÎÄÉÎÇ &80/)  ΧΪ 
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.ÁÔÉÏÎÁÌ #ÏÏÒÄÉÎÁÔÏÒȭÓ 2ÅÐÏÒÔ 

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 

with many families.  Iõm very happy to 

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 

Park in Napier from 7 -9th November.  See 

below for more details.  

In May we also held another Fragile X 

Clinical Forum 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 part. Remember itõs free. 

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  

We have also taken the No longer Fragile 

workshop to a number of schools this year 

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?   

 

With half the 

year already over 

itõs a good time to 

reflect on whatõs 

been happening 

so far for 2014.  

Of course the 

highlight would 

have to be our   

 

!ÎÄÒÅÁ ,ÅÅ 

Fragile X Family Gathering 

έ-ίÔÈ .ÏÖȢ ΨΦΧΪ +ÅÎÎÅÄÙ 0ÁÒËȟ .ÁÐÉÅÒ 

"ÏÏË ÁÃÃÏÍÍÏÄÁÔÉÏÎ ÁÔ ×××ȢËÅÎÎÅÄÙÐÁÒËȢÃÏȢÎÚ ÏÒ ΦήΦΦ ΪΫέ ΨέΫ 

ΧΦϻ ÄÉÓÃÏÕÎÔ ÆÏÒ ÁÌÌ ÆÒÁÇÉÌÅ 8 ÆÁÍÉÌÉÅÓ 

!ÌÌ ÆÒÁÇÉÌÅ 8 ÆÁÍÉÌÉÅÓ 
×ÅÌÃÏÍÅȦȦȦ 

#ÏÍÅ ÁÎÄ ÊÏÉÎ ÔÈÅ ÆÕÎȦ   

,ÏÕÉÓÅ 'ÁÎÅȟ ÆÒÏÍ ÔÈÅ -).$ )ÎÓÔÉÔÕÔÅ ×ÉÌÌ ÐÒÅÓÅÎÔ Á ×ÏÒËÓÈÏÐ ÁÎÄ 

ÊÏÉÎ ÕÓ ÆÏÒ ÔÈÅ ×ÅÅËÅÎÄȦ  4ÈÅ ÐÒÏÇÒÁÍ ×ÉÌÌ ÉÎÃÌÕÄÅ ÁÌÌ ÏÕÒ ÕÓÕÁÌ ÆÕÎ 

ÁÃÔÉÖÉÔÉÅÓ ÌÉËÅ ÔÈÅ ÍÕÍÓ ÂÒÅÁËÆÁÓÔȟ ÔÈÅ ÂÌÏËÅÓ ÎÉÇÈÔȟ Á ÓÈÁÒÅÄ ""1 

ÄÉÎÎÅÒȟ ÔÈÅ !'- ÁÎÄ ÆÁÍÉÌÙ ÆÕÎ ÁÃÔÉÖÉÔÉÅÓȢ 
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5ÓÅÆÕÌ ×ÅÂÓÉÔÅÓ ÁÎÄ ÌÉÎËÓ 
 

Useful websites for information about 

fragile X:  
 

1. F r a g i l e  X  N e w  Z e a l a n d 

www.fragilex.org.nz  

2. The National Fragile X Foundation 

www.fragilex.org  

3. Australian Fragile X Association 

www.fragilex.org.au  

4. T h e  F r a g i l e  X  S o c i e t y 

www.fragilex.org.uk  

5. I m a g i n e  B e t t e r  

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. I n f o r m a t i o n  a b o u t  F XT A S 

www.fxtas.org  

9. Fragile X research  www.fraxa.org  

10. Parent to Parent New Zealand  

www.parent2parent.org.nz  
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!Î 5ÐÄÁÔÅ &ÒÏÍ &8.: 

!ÃÔÉÖÉÔÉÅÓ ÁÎÄ ÅÖÅÎÔÓ ÓÉÎÃÅ ÏÕÒ ÌÁÓÔ ÎÅ×ÓÌÅÔÔÅÒ 
ÉÎ 3ÕÍÍÅÒȠ 
 

7ÏÒËÓÈÏÐÓ 

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 

more information.  Jonathan and Anitaõs 

presentations are available on the FXNZ 

website www.fragile.org.nz  
   

! ÖÉÓÉÔ ÆÒÏÍ ,ÏÕÉÓÅ 'ÁÎÅ 

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.  
 

Ȭ.Ï ,ÏÎÇÅÒ &ÒÁÇÉÌÅȭ  7ÏÒËÓÈÏÐ  

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.  
 

&ÁÃÅÂÏÏË 

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.  
 

!ÕÃËÌÁÎÄ -ÁÒÁÔÈÏÎ 

Veronica Harley has led the initiative for a 

group in our community to take part in the 

Auckland Marathon!  They plan to raise 

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 a t  www.g ivea l i t t le .co .nz /org /

Fragilexnewzealand  
 

'ÅÎÅÔÉÃ (ÅÁÌÔÈ 3ÅÒÖÉÃÅÓ 

FXNZ have written to GHSNZ about issues 

with testing for fragile X in NZ.  
 

!ÎÎÕÁÌ &ÒÁÇÉÌÅ 8 &ÁÍÉÌÙ 'ÁÔÈÅÒÉÎÇ 

The date has been set and planning is well 

underway!  7 -9 November 2014, Kennedy 

Park, Napier www.kennedypark.co.nz  

http://www.facebook.com/Fragilexnewzealand
http://www.facebook.com/Fragilexnewzealand
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4ÙÌÅÒȭÓ 3ÏÎÇ ɂ *ÅÎÎÁ *ÏÎÅÓ  

4ÈÉÓ ÓÏÎÇ ÉÓ ÁÂÏÕÔ ÍÙ ΧΧ ÙÅÁÒ ÏÌÄ ÂÒÏÔÈÅÒ 4ÙÌÅÒ 
×ÈÏ ÈÁÓ &ÒÁÇÉÌÅ 8 ×ÈÉÃÈ ÉÓ Á ÔÙÐÅ ÏÆ ÓÐÅÃÉÁÌ 
ÎÅÅÄÓ ÁÎÄ ÈÏ× ÈÅ΄Ó ÊÕÓÔ ÔÈÅ ÃÏÏÌÅÓÔ ËÉÄ ÉÎ ÔÈÅ 
×ÏÒÌÄȦ *ÅÎÎÁ *ÏÎÅÓ 
 

4ÙÌÅÒȭÓ 3ÏÎÇ   

(Å΄Ó ÄÒÕÍÍÉÎÇ ÏÎ ÔÈÅ ÃÏÕÃÈ ÁÔ ǢÖÅ ÉÎ ÔÈÅ ÍÏÒÎÉÎÇȟ 
2ÕÎÎÉÎÇ ÁÒÏÕÎÄ ×ÉÔÈ Á ÐÌÁÓÔÉÃ ÇÕÎȟ 
#ÈÁÓÉÎÇ ÔÈÅ ÒÏÂÂÅÒÓ ÁÎÄ ǢÇÈÔÉÎÇ ÔÈÅ ÂÁÄ ÇÕÙÓȟ 
$ÏÉÎÇ ×ÈÁÔÅÖÅÒ ÓÅÅÍÓ ÆÕÎ 
!Ô ÔÈÅ ÔÉÍÅ ×ÉÔÈ ÔÈÅ ÐÅÒÆÅÃÔ ÉÍÁÇÉÎÁÔÉÏÎȟ 
,ÅÔ ÇÏ ÉÎ ÔÈÅ ÁÉÒ ÁÒÏÕÎÄ ÈÉÍȟ 
(Å΄Ó ÇÏÔ ÎÏ ÆÅÁÒÓȟ 
.ÏÔÈÉÎÇ ÈÏÌÄÉÎÇ ÈÉÍ ÂÁÃËȟ 
 
(ÉÓ ÓÍÉÌÅ ÃÏÕÌÄ ÌÉÇÈÔ ÔÈÅ ÒÏÏÍȟ 
(ÉÓ ÍÉÎÄ ÃÏÕÌÄ ÓÅÔ ÉÔ ÏÎ ǢÒÅȟ 
4ÈÉÓ ×ÏÒÌÄ ÎÅÅÄÓ ÍÏÒÅ ÌÉËÅ ÙÏÕȟ 
4Ï ÓÈÏ× ×ÈÁÔ ÒÅÁÌ ÈÁÐÐÉÎÅÓÓ ÉÓ ÌÉËÅȢ 
 
) ×ÉÓÈ ) ÃÏÕÌÄ ÓÅÅȟ 
4ÈÅ ×ÏÒÌÄ ÔÈÒÏÕÇÈ ÙÏÕÒ ÅÙÅÓȟ 
7ÁÔÃÈ ÔÈÅ ÉÍÁÇÉÎÁÔÉÏÎ ÒÕÎ ×ÉÌÄ 
&ÅÅÌ ÔÈÅ ǨÏ×ÅÒÓ ÂÌÏÏÍÉÎÇ ÉÎ ÍÙ ÈÅÁÒÔȟ 
!ÎÄ ×ÈÁÔÅÖÅÒ ÎÁÍÅ ÔÈÅ ÒÏÓÅ ×ÉÌÌ ÓÔÉÌÌ ÓÍÅÌÌ ÁÓ Ó×ÅÅÔ 
4ÈÅ ÒÏÓÅ ÓÔÉÌÌ ÓÍÅÌÌÓ Ó×ÅÅÔ 
 
(Å ÃÁÎ ÍÁËÅ ÈÉÓ ÔÏÙÓ ÃÏÍÅ ÔÏ ÌÉÆÅ ÉÎ ÔÈÅ ÂÌÉÎË ÏÆ ÁÎ 
ÅÙÅȟ 
(Å ËÎÏ×Ó ÁÌÌ ÔÈÅ ×ÏÒÄÓ ÔÏ ÅÖÅÒÙ 3ÈÒÅË ÍÏÖÉÅȟ 
!ÎÄ ÈÅ΄Ó ÔÈÅ ÆÁÓÔÅÓÔ ÒÕÎÎÅÒ )΄ÖÅ ÅÖÅÒ ÓÅÅÎ ÉÎ ÍÙ ÌÉÆÅȟ 
4ÈÅ ÂÅÓÔ ÃÏÏËȟ ÔÈÅ ÂÅÓÔ ÄÒÅÁÍÅÒ 

&ÒÏÍ ÈÅÒÅ ÔÏ ÔÈÅ ÓËÙ 
 
(ÉÓ ÓÍÉÌÅ ÃÏÕÌÄ ÌÉÇÈÔ ÔÈÅ ÒÏÏÍȟ 
(ÉÓ ÍÉÎÄ ÃÏÕÌÄ ÓÅÔ ÉÔ ÏÎ ǢÒÅȟ 
4ÈÉÓ ×ÏÒÌÄ ÎÅÅÄÓ ÍÏÒÅ ÌÉËÅ ÙÏÕȟ 
4Ï ÓÈÏ× ×ÈÁÔ ÒÅÁÌ ÈÁÐÐÉÎÅÓÓ ÉÓ ÌÉËÅȢ 
 
) ×ÉÓÈ ) ÃÏÕÌÄ ÓÅÅȟ 
4ÈÅ ×ÏÒÌÄ ÔÈÒÏÕÇÈ ÙÏÕÒ ÅÙÅÓȟ 
7ÁÔÃÈ ÔÈÅ ÉÍÁÇÉÎÁÔÉÏÎ ÒÕÎ ×ÉÌÄ 
&ÅÅÌ ÔÈÅ ǨÏ×ÅÒÓ ÂÌÏÏÍÉÎÇ ÉÎ ÍÙ ÈÅÁÒÔȟ 
!ÎÄ ×ÈÁÔÅÖÅÒ ÎÁÍÅ ÔÈÅ ÒÏÓÅ ×ÉÌÌ ÓÔÉÌÌ ÓÍÅÌÌ ÁÓ Ó×ÅÅÔ 
) ×ÉÓÈ ) ÃÏÕÌÄ ÓÅÅȟ 
4ÈÅ ×ÏÒÌÄ ÔÈÒÏÕÇÈ ÙÏÕÒ ÅÙÅÓȟ 
7ÁÔÃÈ ÔÈÅ ÉÍÁÇÉÎÁÔÉÏÎ ÒÕÎ ×ÉÌÄ 
&ÅÅÌ ÔÈÅ ǨÏ×ÅÒÓ ÂÌÏÏÍÉÎÇ ÉÎ ÍÙ ÈÅÁÒÔȟ 
!ÎÄ ×ÈÁÔÅÖÅÒ ÎÁÍÅ ÔÈÅ ÒÏÓÅ ×ÉÌÌ ÓÔÉÌÌ ÓÍÅÌÌ ÁÓ Ó×ÅÅÔ 
4ÈÅ ÒÏÓÅ ÓÔÉÌÌ ÓÍÅÌÌÓ Ó×ÅÅÔ 
 
.ÅÖÅÒ ÌÅÔ ÁÎÙÏÎÅ ÔÁËÅ Á×ÁÙ ÙÏÕÒ ÓÐÁÒËȟ 
"ÒÏÔÈÅÒȠ ÙÏÕȭÒÅ ÐÅÒÆÅÃÔ ÊÕÓÔ ÔÈÅ ×ÁÙ ÙÏÕ ÁÒÅ 

 

4ÙÌÅÒ΄Ó 3ÏÎÇ -#ÏÐÙÒÉÇÈÔ *ÅÎÎÁ *ÏÎÅÓ ΨΦΧΪ 

4ÙÌÅÒ  ɉÁÇÅÄ ΧΧ ÙÅÁÒÓɊ 

Jenna Jones won the Smoke Free 
Rockquest Lyric Award in the Auckland 
finals for this song!!!  

Congratulations  Jenna!  

You can hear Jenna preform her song on 
YouTube and follow Jenna Jones musician 
on Facebook 

 



έ 
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!ÒÏÕÎÄ ΧΦΦ ÐÅÏÐÌÅ ÁÔÔÅÎÄÅÄ ÏÕÒ &ÒÁÇÉÌÅ 8 7ÏÒËÓÈÏÐ 
ÓÅÒÉÅÓ ÉÎ !ÕÃËÌÁÎÄ ÁÎÄ 7ÅÌÌÉÎÇÔÏÎȢ  4ÈÅ 
ÐÒÅÓÅÎÔÁÔÉÏÎÓ ÁÒÅ ÁÖÁÉÌÁÂÌÅ ÔÏ ÄÏ×ÎÌÏÁÄ ÏÎ ÏÕÒ 
×ÅÂÓÉÔÅ ×××ȢÆÒÁÇÉÌÅØȢÏÒÇȢÎÚ ÆÏÒ ÔÈÏÓÅ ×ÈÏ ÃÏÕÌÄÎȭÔ 
ÍÁËÅ ÉÔȢ "ÅÌÏ× ÉÓ Á ÂÒÉÅÆ ÓÕÍÍÁÒÙ ÏÆ ÓÏÍÅ ÏÆ ÔÈÅ 
ÉÎÆÏÒÍÁÔÉÏÎ ÐÒÅÓÅÎÔÅÄ ÂÙ $Ò *ÏÎÁÔÈÁÎ #ÏÈÅÎ ÁÂÏÕÔ 
&ÒÁÇÉÌÅ 8 3ÙÎÄÒÏÍÅȢ 
 
)ÎÔÅÒÖÅÎÔÉÏÎÓ  --ÕÌÔÉÄÉÓÃÉÐÌÉÎÁÒÙ ÔÅÁÍȠ 

Audiologist  

Optometrist / ophthalmologist  

Speech and language therapist  

Occupational therapy / physiotherapy  

Psychologist / psychiatrist  

Specialist ð paediatrician, neurologist, clinical 
geneticist, genetic counsellor  

Teacher / Special education  

General practitioner  

 

#ÈÅÃËÌÉÓÔ  
DNA testing to confirm FXS status  

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 help with funding, home 
support etc. & Child Disability Allowance if 
appropriate  

Give information on FXS and advise to join 

Fragile X New Zealand (FXNZ)  

Multidisciplinary assessment at FXS Clinic  

 

4ÒÅÁÔÍÅÎÔ 
Medical - epilepsy, CT problems  

Pharmacological - ADHD,  anxiety, mood, 
urinary, sleep, aggression  

Behavioural - ADHD,  anxiety, depression  

Educational - strengths and weaknesses  

 

3ÐÅÃÉǢÃ ÔÒÅÁÔÍÅÎÔ ÁÎÄ ÍÁÎÁÇÅÍÅÎÔ ÓÔÒÁÔÅÇÉÅÓ 
ÁÒÅ ÏÆ ÇÒÅÁÔ ÂÅÎÅǢÔ ÔÏ ÉÎÄÉÖÉÄÕÁÌÓ ÁÎÄ ÔÈÅÉÒ 
ÆÁÍÉÌÉÅÓ 

 

ΧΦ ÔÏÐ ÔÈÉÎÇÓ ÆÏÒ 4ÅÁÃÈÅÒÓ ÔÏ ËÎÏ×  

1. Donõt force eye contact 

2. Expect inconsistency  

3. òSimultaneousó vs òsequentialó learners 

4. Allow and/or encourage frequent breaks  

5. Verbal expression is cognitively taxing. 
Think òindirectó 

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 ) 

 

2ÁÓÈÅÌÌÅ #ÏÈÅÎ ÐÒÅÓÅÎÔÅÄ ÉÎÆÏÒÍÁÔÉÏÎ ÁÂÏÕÔ ÖÉÓÉÏÎ 
ÉÓÓÕÅÓ ÁÎÄ ÆÒÁÇÉÌÅ 8Ȣ 3ÈÅ ÓÔÒÅÓÓÅÄ ÔÈÅ ÉÍÐÏÒÔÁÎÃÅ ÏÆ 
ÐÅÏÐÌÅ ×ÉÔÈ ÆÒÁÇÉÌÅ 8 ÈÁÖÉÎÇ ÒÅÇÕÌÁÒ ÔÈÏÒÏÕÇÈ ÅÙÅ 
ÁÎÄ ÖÉÓÉÏÎ ÃÈÅÃËÓ ×ÉÔÈ Á ÂÅÈÁÖÉÏÕÒÁÌ ÏÐÔÏÍÅÔÒÉÓÔȢ  

&8.: ÈÁÓ Á ÌÉÓÔ ÏÆ ÒÅÃÏÍÍÅÎÄÅÄ ÂÅÈÁÖÉÏÕÒÁÌ 
ÏÐÔÏÍÅÔÒÉÓÔ Ó ÉÆ ÙÏÕ ÁÒÅ ÕÎÓÕÒÅ ×ÈÏ ÔÏ ÓÅÅ ÉÎ ÙÏÕÒ 
ÁÒÅÁȢ  

&8 7ÏÒËÓÈÏÐ 3ÅÒÉÅÓ 

http://www.fragilex.org
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4ÒÉÁÌÌÉÎÇ ÁÎ 332) ÆÏÒ !ÎØÉÅÔÙ 

Late last year when our son Connor was 7 years 

and 4 months we went to our paediatrician to 

talk about trialling him on an SSRI (selective 

serotonin reuptake inhibitor)  to help with his 

anxiety. After talking to different people in our 

fragile X community who were getting good 

successes using an SSRI, we wanted to trial 

Connor.  

 

After some investigation and consultation by 

our paediatrician it was decided to trial 

fluoxetine. Very quickly Connor became highly 

activated, wasn't sleeping and was generally 

bouncing off the walls!  Connor is a very active 

child without adding to it, but he had normally 

slept well, so you can imagine we were not 

happy with this change!  

 

We did however also see some good things  we 

hadn't seen before while trialling the SSRI. For 

example he got up on stage and did some 

highland dancing at the Highland Games at 

school and generally managed tasks better in 

class and at home. He could manage to finish a 

task with two instructions.  

However the activation and increased 

hyperactivity was too much. We went back to 

our paediatrician with some addition 

information from FXNZ and she agreed to trial 

Sertraline (Zoloft).  We started on a very low 

dose - 1/8 of a 50mg pill.  We quickly saw great 

results but with much less activation and 

hyperactivity!   

 

We feel Sertraline is helping Connor be the best 

that he can be. It helps him be open  for 

learning. The school now say they can get up to 

one hour at a time of learning. This is a sample 

of his handwriting after taking an SSRI. Before 

we just got  his name!  

Sertraline is only one of the tools and strategies 

we use to help Connor. But it helps the other 

strategies to become more useful and effective.  

 

In hindsight I would have pushed harder to 

trial Sertraline first. Dr Randi Hagerman 

suggests that it often works well for treating 

anxiety in fragile X. It was a hard choice to 

make to start Connor on an SSRI but with 

information and talking to other parents in our 

community Chris and I are happy with our 

decision and happy with the results for Connor.  

Thank you Andrea and our lovely fragile X 

families for your support and help!  

 

6ÉÃËÉ - 7ÈÁÎÇÁÒÅÉ 
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#ÏÎÎÏÒ ÃÏÍÐÅÔÉÎÇ ÉÎ ÔÈÅ 2ÁÕÒÉÍÕ 

!ÖÅÎÕÅ 3ÃÈÏÏÌ 4ÒÉÁÔÈÌÏÎȦȦȦ 

#ÏÎÇÒÁÔÕÌÁÔÉÏÎÓ 

ÆÒÏÍ &8.: #ÏÎÎÏÒȦ 

 
 

&ÒÁÇÉÌÅ 8 #ÌÉÎÉÃÁÌ &ÏÒÕÍ 
4ÈÅ &ÒÁÇÉÌÅ 8 #ÌÉÎÉÃÁÌ &ÏÒÕÍ ÉÓ ÁÎ ÏÐÐÏÒÔÕÎÉÔÙ ÆÏÒ Á ÄÉÓÃÕÓÓÉÏÎ ÖÉÁ ÖÉÄÅÏ ÃÏÎÆÅÒÅÎÃÅ ÌÉÎË ÂÅÔ×ÅÅÎ ÆÁÍÉÌÉÅÓ ÁǟÅÃÔÅÄ 
ÂÙ &ÒÁÇÉÌÅ 8 3ÙÎÄÒÏÍÅȟ ÐÁÅÄÉÁÔÒÉÃÉÁÎÓ ÒÅÓÐÏÎÓÉÂÌÅ ÆÏÒ ÔÈÅ ÌÏÃÁÌ ÃÁÒÅ ÏÆ ÃÈÉÌÄÒÅÎ ×ÉÔÈ &ÒÁÇÉÌÅ 8 ÁÎÄ $Ò !ÎÄÒÅ× 

-ÁÒÓÈÁÌÌȟ $ÅÖÅÌÏÐÍÅÎÔÁÌ 0ÁÅÄÉÁÔÒÉÃÉÁÎ ÁÎÄ ÓÐÅÃÉÁÌÉÓÔ ÉÎ &ÒÁÇÉÌÅ 8 3ÙÎÄÒÏÍÅȢ 

4ÈÉÓ ÉÓ Á ÆÒÅÅ ÓÅÒÖÉÃÅ ÁÖÁÉÌÁÂÌÅ ÔÏ ÁÌÌ ÆÁÍÉÌÉÅÓȢ  &ÁÍÉÌÉÅÓ ÃÁÎ ÕÓÅ ÔÈÅ ÓÅÒÖÉÃÅ ÍÏÒÅ ÔÈÁÎ ÏÎÃÅ ÁÓ ÔÈÅ ÎÅÅÄ ÁÒÉÓÅÓȢ 

0ÌÅÁÓÅ ÃÏÎÔÁÃÔ &8.:  ÆÏÒ ÍÏÒÅ ÉÎÆÏÒÍÁÔÉÏÎ ÏÒ ÔÏ ÒÅÇÉÓÔÅÒ ÆÏÒ ÔÈÅ ÎÅØÔ ÃÌÉÎÉÃ 


