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Meet our 2013 Achievers.... 

Narelle  

and read about 

   Back to School     The Story of Groovy Food 

   Launceston Workshop & Clinic Report Back     Assessment Clinics 

   Fundraising Events     Book Reviews 

   Diary Dates for the Year     Research Matters 

      

Fragile X Fundraiser in Sydney 

 
On Sunday 23 February FXAA member  

Luke Ratcliff (white T-shirt) got off to a very 
good start on his Stand Up Paddle (SUP) board 
and completed the 12km race in the top one 

third of the SUPs! 
Luke has been a great ambassador for 

FXS: raising $1500 and promoting FXAA amongst 
many of the other participants.  

 
Thanks to all the families and volunteers who 

came to Manly Wharf to sell raffle tickets, 
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 Achievement Awards 

 

 

 
 
 

The Fragile X Association Achievement Awards celebrate perseverance and successes  
 

The Awards are intended to provide inspiration and encouragement to the people nominated and to other families.  
  
They were established some years ago because it was felt that many people with Fragile X Syndrome constantly 
struggle against many obstacles, and that their perseverance and successes are not always sufficiently recognised. 
 
¢Ƙƛǎ ȅŜŀǊΩǎ !ŎƘƛŜǾŜǊǎΣ ǎƻƳŜ ȅƻǳƴƎ ŀƴŘ ǎƻƳŜ ƴƻǘ-so young,  have each achieved wonderfully in their own arena, and 
are an inspiration.   Each Achiever will receive an Award certificate in the post. 
 

Congratulations to each of our Winners!! 

Sporting Achievement:  Matthew Phillips played Cricket for South Australia in the 
Special Olympics in February against Victoria, NSW, ACT and Queensland. Matthew 
was the youngest player in the Tournament, he played 6 games and never got out. His 
team achieved a Silver Medal. Matthew has recently been in a swimming Carnival at 
his School.  He swam in 8 races and came first 8 times. He also plays Basketball on 
Friday nights at Midnight Basketball where he is a very popular member of his team 
and in the entire competition.  Matthew is also practising Basketball with Special 
Olympics on Saturday mornings and Cricket to represent SA again on Sunday mornings.    
Nominated by Brenton Phillips 

School Achievement:  Miriam Kelleher is always willing to try.  She is showing 
confidence at school in entertaining other children, taking the lead in offering food, 
showing them her pets and talking to them. She also has shown the school staff she is 
doing well and this demonstrated by not only being student of the week but also 
ǊŜŎŜƛǾƛƴƎ ŀ tǊƛƴŎƛǇŀƭΩǎ ŀǿŀǊŘ ŀǘ ǎŎƘƻƻƭ - an honour given to one child in her class each 
year.   Recently she has been doing so well with her ballet when other neuro typical 
children are not concentrating.  She also does gym and her concentration is very 
good and although the skills are lacking she is always willing to try.   
Nominated by Bronwyn Kelleher Miriam  

Art Achievement:  Tom Mikkelsen is enjoying art and has made great strides with his 
artwork. Late last year Tom was awarded third place in his age division in the Brisbane 
Bus and Tramway Special Needs Art Competition.  
¢ƻƳΩǎ ǿƛƴƴƛƴƎ ǇƛŜŎŜ ƛǎ ŀ ōƭŀŎƪ ŀƴŘ ǿƘƛǘŜ ǇƛŎǘǳǊŜ ƻŦ ŎŀǊǘƻƻƴ ǇŜƻǇƭŜΦ ¢ƻƳΩǎ ǇǊƛȊŜ ǿŀǎ 
pencils, a sketch pad and some cash. The prizes were awarded at the Brisbane 
Botanical Gardens in the Auditorium.     
Recently Tom has also created some beautiful artworks with assistance.   
Nominated by:  Mel Mikkelsen 

Tom 

tŀǊǘƛŎƛǇŀǘƛƻƴ !ŎƘƛŜǾŜƳŜƴǘΥ tŀǘǊƛŎƪ wŀǎƳǳǎǎŜƴΩǎ school puts on a school performance every 
2 years. In his first year of school Patrick found the entire experience far too overwhelming ς the 
excitement and unfamiliarity too much for him to cope with positively. Sadly, it was necessary to 
remove him from the event. This year was an entirely different story! Patrick successfully 
participated in the school show with great personal satisfaction and purpose. He was very excited, 
very aware that the focus was on him and very mature in the way he behaved and conducted 
himself. The show was on a Friday night, after a full-on week at school. It was 2 hours long and as 
tŀǘǊƛŎƪΩǎ ƎǊƻǳǇ ǿŀǎ ǘƘŜ ŦƻǳǊǘƘ ƴǳƳōŜǊ ƻƴ ǎǘŀƎŜΣ ƛǘ ƳŜŀƴǘ ŀ ƭƻƴƎ ǿŀƛǘ ǿƛǘƘ Ƙƛǎ ƎǊƻǳǇ ϧ ǘŜŀŎƘŜǊǎ 
before being released back to his parents at the end. We expected a distraught and exhausted 

child. We were met with a very self aware and proud child who, although tired, was extremely calm, happy and well adjusted. 
Even when reunited with us, the reports of his conduct backstage were nothing less than top marks.  Patrick had been singing his 
song in the weeks leading up to the event, even showing us a few of his dance moves!!  
For us, this was such a inspiring development for Patrick and we could not be prouder!  Nominated by Sharon Rasmussen 

Patrick  

Matthew 
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Achievement Awards 

 

 

 

 

Sustained Achievement:  Chris  Parkes has worked on his ten pin bowling skills, listening carefully 
to his coach and has now been a member of the NSW Ten Pin Bowling Australian team for 3 
years. He is hoping to be selected again in 2014. Chris has at present an average of 158 and his 
highest score is 249. He has won many medals. Included in his achievement over the last few 
years are the highest male score in the NSW championships, and frequent first, second or third in 
the A grade men's singles. He plays with tremendous enthusiasm for all those bowling, high fives 
and claps for everyone who gets a strike or spare. He has helped NSW to come second each year 
to Queensland.    Over the past few years Chris has also achieved the next level in his pay at his 
workplace. His tasks include mowing, whipper snipping, filling sandbags, filling wood bags and 
some packaging. Chris also assists in servicing mowers and tractors and is now able to change the 
blades and spark plugs on mowers - this servicing with his long time supervisor is his favourite 
part.   These have been excellent achievements for Chris particularly considering our battle over 
this time to get his medication right to control his aggressive behaviour.    
Nominated by Joan Parkes 

Family Support Achievement: Lynn Brewin supports her family in special ways.  
She takes care of her husband who has FXTAS, her son who has Down Syndrome, her 
grandchildren who are affected by Fragile X and her mother. Lynn portrays a gentle humility 
ŀƴŘ Ƙŀǎ ǎŀƛŘ ǘƘŀǘ ǎƘŜ Ƙŀǎ ŀ άǎǘǊƻƴƎ ōŜƭƛŜŦ ƛƴ ǘƘŜ ƘŜƭǇƛƴƎ ƘŀƴŘ ƻŦ ǘƘŜ !ƭƳƛƎƘǘȅέΦ IŜǊ ǎŜƴǎŜ ƻŦ 
humour, resourcefulness and stamina seem to carry her through some of the more difficult 
times. She lives mindfully by appreciating small things like the tiny orchid flowers growing in 
the grass and she consciously chooses to be happy in life. She is a remarkably resilient woman 
with a huge heart.  
Nominated by Janie Roberts 

Achieving Independence: Dion Butler now 32, left school at the end of Year 10 to work at a 
local supermarket. He works at the IGA Supermarket in the wonderful community of Balranald.  
Quite a few years ago now Dion along with a group of intellectually disabled adults were able 
ǘƻ ǇŀǊǘƛŎƛǇŀǘŜ ƛƴ ǘƘŜƛǊ ƻǿƴ 5ŜōǳǘŀƴǘŜ .ŀƭƭΦ ΨbƛƎƘǘ ƻŦ ǘƘŜ {ǘŀǊǎΩ ǿŀǎ ƘŜƭŘ ƛƴ .ŀƭǊŀƴŀƭŘ ǘƻ ǊŀƛǎŜ 
money to go toward Independent Living Units that were being built on behalf of these very 
special young adults. They managed to all learn 3 dances admirably. They budget so well that 
they have been on many trips as a group, to NZ, Fiji, and more! Dion has been living 
independently for 10 years. An outstanding achievement! He cooks, cleans and budgets with 
assistance from a service provider. Dion has managed to do all of this and maintain work all of 
this time, whilst his family had moved 470kms away, so that his brother Toby who also has 
Fragile X and had completed a Transition to Work program, could access employment. Yes Dion 
misses us and we miss him so much, but he loves his independence and it is so nice to sit back 
and feel such pride in his achievements so far. Living so far from us all but always loving to 
return to his own special home and space after a visit to us.   
Nominated by Marg Butler 

Community Achievement: We have witnessed with respect how Narelle Robertson has 
blossomed in the years since joining Lions, and in particular since she has come to terms with 
having the FXS, with its limitations.  Indeed, she is now working past the expectations of those 
limitations, and she is achieving a lot.  From at first being shy to socialise and easily thrown off 
balance, Narelle is now taking on responsibilities in the Club, and doing well with them.  Our 
Club raises money through weekly sausage sizzles, and Narelle regularly does the cooking ς a 
demanding task.  She also types up minutes of our meetings.  She is happy to engage socially 
and we have discovered her quick wit!  We also understand that Narelle has become happily 
involved with the local genealogy society, doing computer research.  Since first knowing us, 
bŀǊŜƭƭŜ Ƙŀǎ ǇŀƛƴǎǘŀƪƛƴƎƭȅ ƎŀƛƴŜŘ ƘŜǊ ŘǊƛǾŜǊΩǎ ƭƛŎŜƴŎŜ ŀƴŘ ƛǎ ŎƻƴǎƛŘŜǊŜŘ ŀ ŎƻƳǇŜǘŜƴǘΣ ǎŀŦŜ ŀƴŘ 
careful driver.  She has come such a long way in recent years!    
Nominated by Barbara Shipp, on behalf of the Wonthaggi Lions Club  

Narelle  

Dion 

Lynn 

Chris 
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Students with fragile X syndrome can often be like the proverbial girl with the curl in the middle of her forehead ς 
ǿƘŜƴ ǘƘŜȅΩǊŜ ƎƻƻŘΣ ǘƘŜȅΩǊŜ ǾŜǊȅΣ ǾŜǊȅ ƎƻƻŘΣ ŀƴŘ ǿƘŜƴ ǘƘŜȅ ŀǊŜ ōŀŘ ǘƘŜȅ ŀǊŜ ƘƻǊǊƛŘΦ  
Knowing these 10 things will help bring out the good and minimize the horrid!  
 
The #1 thing teachers should know about students with FXS is that they are prone to hyperarousal and anxiety.  
 
It is how their nervous systems are wired. Most recommendations that follow are geared to maximizing focus and 
cooperation by minimizing hyperarousal and anxiety:  
 
The #1 thing teachers should know about students with FXS is that they are prone to 
hyperarousal and anxiety. 
It is how their nervous systems are wired. Most recommendations that follow are geared to 
maximizing focus and cooperation by minimizing hyperarousal and anxiety: 

1. 5ƻƴΩǘ ŦƻǊŎŜ ŜȅŜ ŎƻƴǘŀŎǘΦ Eye contact will come naturally as the student becomes more comfortable with you. 

2. Expect inconsistency. Engagement and performance is likely to vary greatly; it can be difficult to discern why. Try 
to accept this to avoid frustration; your student will pick up on frustrated energy and that will exacerbate anxiety. 

3. {ǘǳŘŜƴǘǎ ŀǊŜ άǎƛƳǳƭǘŀƴŜƻǳǎέ Ǿǎ άǎŜǉǳŜƴǘƛŀƭέ ƭŜŀǊƴŜǊǎ 
Students with FXS are good sight word learners, but have a terrible time with phonetics. They are motivated by the 
end result, and impatient with the process. Use backward rather than forward chaining; use checklists to show 
progress toward an end result. 

4. Allow and/or encourage frequent breaks.  
Accommodate attention deficits by keeping tasks brief. Keep up a good pace ς power breaks are short breaks. 

5. Verbal expression is cognitively taxing. Provide some non-verbal alternatives for students to show what they 
know, such as following directions and pointing to visual representations. 

6. ¢Ƙƛƴƪ άLb5Lw9/¢Φέ There are times when students with FXS enjoy attention, but most often they are adverse to 
the limelight. Give compliments in the 3rd person about the student to others within earshot; use incidental 
learning; include the student in a small group while directing instruction to a peer; avoid direct, open-ended 
ǉǳŜǎǘƛƻƴƛƴƎΥ ǇǊƻƳǇǘ ά¢ƘŜ tǊŜǎƛŘŜƴǘ ƻŦ ǘƘŜ ¦ƴƛǘŜŘ {ǘŀǘŜǎ ƛǎΧΦΦέ ǾǎΦ ά²Ƙƻ ƛǎ ǘƘŜ tǊŜǎƛŘŜƴǘ ƻŦ ǘƘŜ ¦ƴƛǘŜŘ {ǘŀǘŜǎΚέ 

7. Prepare for transitions. Give 10 and 5 minute prompts. Allow to be at the head or back of the line. Use social 
stories about routine transitions. Provide a purposeful errand so the focus is on the outcome (e.g. delivering an 
envelope) rather than moving from one place to another. 

8. Work with an OT knowledgeable about sensory integration and embed S-I strategies into the school day. 
Students with FXS are prone to hyperarousal and anxiety which undermines focusing ability- learn what S-I 
techniques are calming for your student ς heavy work like re-arranging desks, cleaning windows, moving stacks of 
books? Vestibular input, like going for a walk, doing wall push-ups, swinging, using a skateboard? Integrate these 
activities throughout the day to sustain a calm, regulated nervous system. 

9. Notice environmental triggers. Students with FXS often have sensory sensitivities to sound, light, textures, taste, 
and smell that provoke hyperarousal. Make adjustments to the environment (dim lighting, allow use of muting 
headphones) as much as possible. 

10.Know FXS strengths. Common strengths associated with FXS are a good visual memory, sense of humor, desire to 

be helpful, empathic nature, and gift for mimicry. Use visual cues, make learning fun, provide opportunities to be 
of assistance, encourage providing emotional support to peers, use modeling as a primary teaching technique ς 
embed academics into useful and practical 

 
For more information, check out the Lesson Planning Guide (from NFXF),. The introduction is recommended.  

Back to School  

Laurie Yankowitz, Ed.D. 
The Vice President of Individual and Family Support Services at HeartShare Human Services of New York.  
She has more than 30 years experience working with families of individuals with developmental disabilities. 

 
This article was reproduced  from www.nfxf.org.auΣ ǿƛǘƘ [ŀǳǊƛŜΩǎ ƪƛƴŘ ǇŜǊƳƛǎǎƛƻƴΦ 

Top 10 Things A Teacher Should Know About Fragile X Syndrome 
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Back to School 

New Kindy? New School?  New Classmates? 

 
Well, the summer holidays disappeared very quickly!!      
And the kids have started  up new routines for 2014. 

 
LŦ ȅƻǳΩǊŜ ǿŀƴǘƛƴƎ ǘƻ ƛƴǘǊƻŘǳŎŜ ǘŜŀŎƘŜǊǎ ƻǊ ƻǘƘŜǊ ǇŀǊŜƴǘǎ ŀƴŘ ŎƘƛƭŘǊŜƴ ǘƻ  

Fragile X Syndrome, to help them understand your child better, there are a range of 
resources that might help. 

 
 
 

 

 
 
For carers, family & teachers: 

 
The Fragile What?  ƭŜŀŦƭŜǘ ƛǎ ŀ ƎǊŜŀǘ  ōǊƛŜŦ ƛƴǘǊƻŘǳŎǘƛƻƴ ǘƻ CǊŀƎƛƭŜ · {ȅƴŘǊƻƳŜΦ  LǘΩǎ ŀ ǎƳŀƭƭ ŦƻƭŘŜŘ 
brochure, and ideal for passing on to other parents at your school or kindy.  One of our members, 
LǎŀōŜƭΣ Ƙŀǎ ŘƻƴŜ Ƨǳǎǘ ǘƘŀǘΣ ŘǊƻǇǇƛƴƎ ŎƻǇƛŜǎ ƛƴǘƻ ǇƛƎŜƻƴƘƻƭŜǎ ŀǘ ƘŜǊ ǎƻƴΩǎ ƴŜǿ ƪƛƴŘȅΦ 

 
The DVD Understanding Fragile X was made a couple of years ago, and features 
some of our Association families and doctors discussing Fragile X Syndrome.  
¢Ƙƛǎ 5±5 ƳƛƎƘǘ ōŜ ƛŘŜŀƭ ŦƻǊ  ƴŜǿ ǘŜŀŎƘŜǊǎ ƻǊ ƴŜǿ ŎŀǊŜǊǎ ƛƴ ȅƻǳǊ ŦŀƳƛƭȅΩǎ ƭƛŦŜΦ    

 
 

 
 
For teachers & families: 
Fragile X Syndrome: The Fragile X Child in School  

This small booklet is intended for kindergarten and primary school teachers as a guide to the 
strengths and challenges of those with FXS.  It is based on work done by Professor Kim 
/ƻǊƴƛǎƘ ŦǊƻƳ aƻƴŀǎƘ ¦ƴƛǾŜǊǎƛǘȅ ƛƴ aŜƭōƻǳǊƴŜΣ ŀƴŘ ǿŀǎ ǇǊƻŘǳŎŜŘ ōȅ {ǘ /ŀǘƘŜǊƛƴŜΩǎ {ŎƘƻƻƭ ƛƴ 
Melbourne and Monash University . 

 
Lesson Planning Guide for Students with Fragile X Syndrome.  

Very comprehensive 198-page guide produced by the US National Fragile X Foundation. 
It covers key developmental challenges at the primary, middle and high school levels, a 
case study on adapting the classroom environment, and specific chapters on subjects 
including English, maths, communication/living skills.   
Soft copy available on NXFX website, or from the Fragile X Association of Australia  

 
Fragile X Guide for Educators 

This 12-page article by Australians Dr Mike Field and Professor Kim Cornish is a longer 
version of The Fragile X Child in School booklet, with fact sheets on x-linked inheritance, 
and on Fragile X carriers. 

The US National Fragile X Foundation website has fantastic information resources for families.   
Check out their Back to School Toolkit, which includes: 

   
*  Transitioning Back into School  and Transition Ideas for School 
*  Positive Student Profile  
*  Sensory Diet - sensory diet template and activities 
*  Lesson Planning Guide (as above) 

  *  Top 10 Things a Teacher Should Know About Fragile X Syndrome   
   (see previous page) 

All these resources are available  from the  Fragile X Association office:   
 

support@fragilex.org.au  
1300 394 636 or  02 9977 0074 or www.fragilex.org.au 

First day at school for 
Christian Romanski 

www.fragilex.org 
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Counsellor  Janie Roberts - Book Reviews 

 
Freaks, Geeks and Asperger Syndrome is written by Luke Jackson who has Asperger 
Syndrome.  He writes with humour, wisdom and logic about issues that have affected 
him. He gives tips to other children, parents and teachers on subjects such as 
fascinations and fixations, language and learning, sleep, socializing, bullying and 
school.  
 
The chapter on bullying gives down-to-earth advice on how to handle experiences of 
bullying and supports the idea of learning martial arts for the discipline as well as for 
self-defence. 
 
Luke notes that people on the spectrum are known to have problems with 
ŎƻƳƳǳƴƛŎŀǘƛƻƴ ŀƴŘ ȅŜǘ άƴƻƴ-!{ ǇŜƻǇƭŜ ǎŀȅ ǘƘƛƴƎǎ ǘƘŜȅ ŘƻƴΩǘ ƳŜŀƴΣ Ƴƛǎǎ ƻǳǘ ǘƘƛƴƎǎ 
that they do mean, do all sorts of strange things with their faces which apparently 
change the meaning of their words ς ŀƴŘ ǘƘŜȅ ǎŀȅ !{ ǇŜƻǇƭŜ ŀǊŜ ƻŘŘΗέ  
 
He also explains his difficulty with understanding metaphors and idioms and provides a helpful list of idioms and 
ǘƘŜƛǊ ŜȄǇƭŀƴŀǘƛƻƴǎΣ ŜΦƎΦΣ ά¢ƘǊƻǿƛƴƎ ŀ ǿƻōōƭȅ ƳŜŀƴǎ ǘƻ ǎǳŘŘŜƴƭȅ ōŜŎƻƳŜ ǾŜǊȅ ŀƴƎǊȅέΦ !ǎ ƳŜǘŀǇƘƻǊǎ ŀƴŘ ƛŘƛƻƳǎ 
are so prevalent in our vocabulary it is helpful to be reminded of just how confusing they can be to literal thinkers. 
 
[ǳƪŜ ŘŜǎŎǊƛōŜǎ Ƙƻǿ ƘŜ Ƙŀǎ ƭŜŀǊƴŜŘ ǘƻ ƭŀǳƎƘ ŀǘ ǎǳŎƘ ƴŀƳŜǎ ŀǎ άŦǊŜŀƪέ ŀƴŘ άƎŜŜƪέ ŀƴŘ ŎƭŜŀǊƭȅ ŘŜǎŎǊƛōŜǎ ǿƘŀǘ ƘŜ 
still struggles with at his age and stage. Many of his family members are also on the spectrum and so he has a 
range of experiences and characters to draw upon.  
 
¢ƘŜ ōƻƻƪ ƛǎ ǿǊƛǘǘŜƴ ǘƻ ƻŦŦŜǊ ƛƴŦƻǊƳŀǘƛƻƴ ŀƴŘ ǘƻ ƭŜǘ ƻǘƘŜǊǎ ƻƴ ǘƘŜ ǎǇŜŎǘǊǳƳ ƪƴƻǿ ǘƘŀǘ ǘƘŜȅ ŀǊŜ hYΦ !ǎ ƘŜ ǎŀȅǎ άǎƻ 
many books are written about us, but none are written directly to adolescents with Aspergers Syndrome. I 
ǘƘƻǳƎƘǘ L ǿƻǳƭŘ ǿǊƛǘŜ ƻƴŜ ƛƴ ǘƘŜ ƘƻǇŜ ǘƘŀǘ ǿŜ ŎƻǳƭŘ ŀƭƭ ƭŜŀǊƴ ǘƻƎŜǘƘŜǊέΦ 
 
Freaks, Geeks & Asperger Syndrome, by Luke Jackson. First published 2002. Jessica Kingsley Publishers.  

 

 

 

These two books have come to my attention recently as they have both been written by 13 year old boys on the 
autism spectrum. The books give personal insights into some of the issues that young people on the spectrum 
might face and challenge some of the taken for granted assumptions about social awareness and empathy. Some 
parents have said that their understanding of their own children on the spectrum has been enhanced through the 
writings of these young authors.       Janie 

Janie Roberts has worked with Fragile X Association as our Counsellor for several years.    
She has a postgraduate diploma in counselling and psychotherapy and is currently completing her 
aŀǎǘŜǊΩǎ ŘŜƎǊŜŜΦ WŀƴƛŜ ƛǎ ŀ ŎƭƛƴƛŎŀƭ ƳŜƳōŜǊ ƻŦ /ƻǳƴǎŜƭƭƻǊǎ ŀƴŘ tǎȅŎƘƻǘƘŜǊŀǇƛǎǘǎ !ǎǎƻŎƛŀǘƛƻƴ ƻŦ 
New South Wales Inc (CAPA) and Psychotherapy and Counselling Federation of Australia (PACFA).  
 
Prior to training as a counsellor Janie worked for over 10 years with adults and children with 
special needs in day centres and schools.  
 
Janie encourages families, couples, siblings, and individuals to contact her for phone-based 
counselling support or face-to-face support (in the Sydney area).  

Counselling is free and confidential.    Counselling offers empathetic listening, a non-judgemental attitude, a safe place to 
vent, and an opportunity to consider new insights and perspectives.  Janie has experience with counselling in areas of anxiety, 
depression, isolation, grief and loss, finding balance, feelings of guilt, maintaining hope, relinquishing care, domestic violence 
and trauma, and changes in relationships.       
 
Janie is in the office 3 days a week:  Mondays, Tuesdays, Thursdays 
 
Contact Janie:  1300 394 636 (free call) or 02 9977 0074 or janie@fragilex.org.au 
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Counsellor:    Janie Roberts 

 Both young authors have written their stories in order to be better understood and to widen the general 
understanding of people on the spectrum. It is exciting to think that the voices of people on the spectrum might 
influence mainstream awareness and potentially shape the support that can be offered and the research that might 
be undertaken.  
 
DƛǾŜƴ ǘƘŜ ƭƛƴƪǎ ōŜǘǿŜŜƴ ŀǳǘƛǎƳ ŀƴŘ CǊŀƎƛƭŜ · {ȅƴŘǊƻƳŜ ƛǘ ǿƻǳƭŘ ōŜ ƛƴǘŜǊŜǎǘƛƴƎ ǘƻ ƘŜŀǊ ƻǳǊ ƳŜƳōŜǊǎΩ ǘƘƻǳƎƘǘǎ ƻƴ 
ǘƘŜǎŜ ōƻƻƪǎΦ  ²Ŝ ƘŀǾŜ ǘƘŜƳ ōƻǘƘ ƛƴ ƻǳǊ ƻŦŦƛŎŜ ƭƛōǊŀǊȅ ƛŦ ȅƻǳ ǿƻǳƭŘ ƭƛƪŜ ǘƻ ƘŀǾŜ ŀ ǊŜŀŘΦ  ¢ƘŜȅΩǊŜ ŀƭǎƻ ŀǾŀƛƭŀōƭŜ ŦǊƻƳ 
online bookstores such as www.bookdepository.com     Janie 

Naoki Higashida has autism and was 13 years old at the time he wrote  
ά¢ƘŜ wŜŀǎƻƴ L WǳƳǇέ.   Naoki wrote the book using a Japanese alphabet grid to 
painstakingly construct words that he is unable to speak out loud. He answers a 
number of general questions about his experiences of autism throughout the book. 
.ȅ ŀƴǎǿŜǊƛƴƎ ǉǳŜǎǘƛƻƴǎ ǎǳŎƘ ŀǎ ά²Ƙȅ Řƻ ȅƻǳ ƭƛƴŜ ǳǇ ȅƻǳǊ ŎŀǊǎ ŀƴŘ ōƭƻŎƪǎΚέ ŀƴŘ 
ά²Ƙȅ ŘƻƴΩǘ ȅƻǳ ƳŀƪŜ ŜȅŜ ŎƻƴǘŀŎǘΚέΣ ƘŜ ƎƛǾŜǎ ǘƘŜ ǊŜŀŘŜǊ ǎǳǊǇǊƛǎƛƴƎ ƛƴǎƛƎƘǘ ƛƴǘƻ Ƙƛǎ 
world. 
 
bŀƻƪƛΩǎ ǿǊƛǘƛƴƎ ƛǎ ǇƻǿŜǊŦǳƭ ŀƴŘ ƻŦǘŜƴ ǇƻŜǘƛŎΣ  ŦƻǊ ƛƴǎǘŀƴŎŜ ŜȄǇƭŀƛƴƛƴƎ ǘƘŀǘΥ  
ά²ƘŜƴ LΩƳ ƧǳƳǇƛƴƎΣ ƛǘΩǎ ŀǎ ƛŦ Ƴȅ ŦŜŜƭƛƴƎǎ ŀǊŜ ƎƻƛƴƎ ǳǇǿŀǊŘ ǘƻ ǘƘŜ ǎƪȅέΦ   
And when questioned as to why he ignores people when they are talking to him he 
ǿǊƛǘŜǎΣ ά! ǇŜǊǎƻƴ ǿƘƻΩǎ ƭƻƻƪƛƴƎ ŀǘ ŀ Ƴƻǳƴǘŀƛƴ ŦŀǊ ŀǿŀȅ ŘƻŜǎƴΩǘ ƴƻǘƛŎŜ ǘƘŜ ǇǊŜǘǘƛƴŜǎǎ 
ƻŦ ŀ ŘŀƴŘŜƭƛƻƴ ƛƴ ŦǊƻƴǘ ƻŦ ǘƘŜƳΦ ! ǇŜǊǎƻƴ ǿƘƻΩǎ ƭƻƻƪƛƴƎ ŀǘ ŀ ŘŀƴŘŜƭƛƻƴ ƛƴ ŦǊƻƴǘ ƻŦ 
ǘƘŜƳ ŘƻŜǎƴΩǘ ǎŜŜ ǘƘŜ ōŜŀǳǘȅ ƻŦ ŀ Ƴƻǳƴǘŀƛƴ ŦŀǊ ŀǿŀȅΦέ 
 
Iƛǎ ƘƻƴŜǎǘȅ ƛǎ ǘƻǳŎƘƛƴƎ ŀǎ ƘŜ ŜȄǇƭŀƛƴǎ ǘƘŀǘ ƘŜ ŘƻŜǎƴΩǘ ƴŜŎŜǎǎŀǊƛƭȅ ǿŀƴǘ ǘƻ ŦƭŀǇ Ƙƛǎ ŀǊƳǎΣ ƻǊ Řƻ ǎƻƳŜǘƘƛƴƎ ǘƘŜȅΩǾŜ 
been told not to do, or ask the same questions over and over just for the fun of it. He suggests that some of it is 
soothing, some of it is about learning and some of it is simply out of his control.  
 
He challenges some of the popular ideas of autism as a social disorder by showing emotional insight and empathy, 
stating that he loves to be with people and feels bad when he thinks he might have caused them upset or pain. 
 
Iƛǎ ŘŜǎŎǊƛǇǘƛƻƴ ƻŦ ǘƘŜ ŎƻƴŎŜǇǘ ƻŦ ǘƛƳŜ ƛǎ ǊŜǾŜŀƭƛƴƎ ŀǎ ƛǘ ƛǎ ǉǳƛǘŜ ŘƛŦŦŜǊŜƴǘ ǘƻ ƳŀƛƴǎǘǊŜŀƳ ƛŘŜŀǎ ŦƻǊ άƛƴǎƛŘŜ Ƴȅ ƘŜŀŘ 
ǘƘŜǊŜ ǊŜŀƭƭȅ ƛǎƴΩǘ ƳǳŎƘ ŘƛŦŦŜǊŜƴŎŜ ōŜǘǿŜŜƴ ǿƘŀǘ L ǿŀǎ ǘƻƭŘ Ƨǳǎǘ ƴƻǿ ŀƴŘ ǿƘŀǘ L ƘŜŀǊŘ ŀ ƭƻƴƎΣ ƭƻƴƎ ǘƛƳŜ ŀƎƻέΦ !ƭǎƻ ƘŜ 
ǎǘŀǘŜǎ ǘƘŀǘ Ƙƛǎ ŜƳƻǘƛƻƴǎ ŀǊŜ ŀǎ ǎǳōǘƭŜ ŀƴŘ ŎƻƳǇƭŜȄ ŀǎ ŀƴȅƻƴŜΩǎ ŀƴŘ ǘƘŀǘ άǎǘǳŎƪ ƘŜǊŜ ƛƴǎƛŘŜ ǘƘŜǎŜ ǳƴǊŜǎǇƻƴǎƛǾŜ 
ōƻŘƛŜǎ ƻŦ ƻǳǊǎΣ ǿƛǘƘ ŦŜŜƭƛƴƎǎ ǿŜ ŎŀƴΩǘ ǇǊƻǇŜǊƭȅ ŜȄǇǊŜǎǎΣ ƛǘΩǎ ŀƭǿŀȅǎ ŀ ǎǘǊǳƎƎƭŜ Ƨǳǎǘ ǘƻ ǎǳǊǾƛǾŜΦ !ƴŘ ƛǘΩǎ ǘƘƛǎ ŦŜŜƭƛƴƎ ƻŦ 
ƘŜƭǇƭŜǎǎƴŜǎǎ ǿƘƛŎƘ ǎƻƳŜǘƛƳŜǎ ŘǊƛǾŜǎ ǳǎ ƘŀƭŦ ŎǊŀȊȅΣ ŀƴŘ ōǊƛƴƎǎ ƻƴ ŀ ǇŀƴƛŎ ŀǘǘŀŎƪ ƻǊ ŀ ƳŜƭǘŘƻǿƴέΦ 
 
The Reason I Jump, by Naoki Higashida. Published in 2013 by Sceptre, part of Hodder & Stoughton publishers. 
 

Coming Soon.... 
 

More resources for increasing awareness and understanding of Fragile X.  
These will be ideal for passing on to people already providing support to your family,  

or for introducing Fragile X Syndrome to medical and other professionals: 
 

*  A Glossary of Fragile X Syndrome terms 

*  Information Sheets on specific topics, such as FXTAS 

 

These will be available on our website, facebook, and newsletter. 

Contact us if youôd like to know more 
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Dr Jonathan Cohen, Fragile X Alliance 
Mrs Lynn Mason, Chair, Tasmanian Community Fund  
Wendy Bruce, Fragile X Association of Australia 

 

 

 

 

 

Family & Community Education Day in Launceston 

 

In late 2013 the Fragile X Association organised a 1-day Fragile X workshop and assessment clinic in Launceston on 
1 October 2013, made possible by a grant from the Tasmanian Community Fund.    
 
Dr Jonathan Cohen and the team from Fragile X Alliance in Melbourne ran the Workshop for an audience of around 
100 people, which included families and carers of people with Fragile X, educators, health professionals and 
disability service providers.    The Workshop covered a range of management strategies relevant to developmental 
disabilities and autism spectrum disorders. 
 
Mrs Lynn Mason, the Chair of the Tasmanian Community Fund opened the Workshop, and welcomed everyone.  
The workshop sessions, led by Astra, Felicia, Debbie and Rashelle,  were practical and interactive; and  
Michael Cohen and Brooke Carter,  young adults with Fragile X, spoke of their experiences. 

We received some excellent  
feedback on the day. 
 
 

Many thanks to the  
Tasmanian Community Fund  
for making the Workshop and 
Assessment Clinics possible. 

Fragile X Alliance Inc 
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Assessment Clinic in Launceston 

 

 

 
 
 
 

 
 
 
 

Sophie 

Brooke and Bobbie-Jane 

Harry and Tommy 

The Fragile X Alliance team  ran assessment clinics for several families in Launceston on the day before the Family & 
Community Day Workshop.     
 
The sessions were led by Dr Jonathan Cohen,  Behavioural Psychologist Astra King, Speech & Language Therapist 
Felicia Schmaman, Occupational Therapist Debbie Isaac and Behavioural Optometrist Rashelle Cohen. 
 
Many thanks to St Giles in Launceston for kindly making their Vos House Respite Centre available for the clinics at no 
charge, and to the Tasmanian Community Fund for providing funding for the Workshop and the Clinics. 
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Alicia in Adelaide is 
organising a Raffle in 

March to raise fund to 
support the 
Association.    

The Grange Golf Club 
has generously donated 

a range of fabulous 
prizes.   

 

Fundraising and Raising Awareness 

 

Trish Piper and Barbie Barratt are long-term 
supporters of the Association.  Their 10th 

Annual Card Day Fundraiser is on at the Dural 
Country Club in NSW this March, supported by 
businesses including Bendigo Bank, Waterford 

Wedgwood, Corbin & Blair and Bunnings. 

A 354 km bike ride!   
Candy Stingel is once 

again donning her bike 
gear and training up in 
preparation for a huge 

fundraising bike ride for 
Fragile X. 

Shante Sweeney is organising 
for Fragile X to become a 

sponsorship recipient in Perth 
on 25 May 

A Note from the Treasurer 

As we start another busy and constructive year in support of all our Fragile X families, I thought it important to 
ǊŜƳƛƴŘ ŀƭƭ ƳŜƳōŜǊǎ ŀōƻǳǘ ǘƘŜ !ǎǎƻŎƛŀǘƛƻƴΩǎ ŦƛƴŀƴŎƛŀƭ ǇƻǎƛǘƛƻƴΦ ! ƪŜȅ ŎƘŀƭƭŜƴƎŜ ƻŦ ǘƘŜ ǊƻƭŜ ƻŦ ¢ǊŜŀǎǳǊŜǊ ƛǎ ǘƘŜ 
constant search for funding for the Association.   
  
While we keep the membership fee low to encourage as many families as possible to become involved, we 
need  much wider sources of support to fund our budget. 
  
You may be aware that we receive no recurrent funding from government, which makes the generous donations 
from member families, our philanthropic sources, and our fundraising efforts vital to continuing to provide support 
services to our member families.  All of us who live with and manage Fragile X Syndrome know how valuable and 
important the work of the Association is, and how much more could be done if we could grow further. 
 
{ƻ LΩŘ ƭƛƪŜ ǘƻ ŜƴŎƻǳǊŀƎŜ ŀƭƭ ƳŜƳōŜǊ ŦŀƳƛƭƛŜǎ ǘƻ ŎƻƴǎƛŘŜǊ ƳŀƪƛƴƎ ŀ Řƻƴŀǘƛƻƴ ƻǊ ōŜŎƻƳƛƴƎ ƛƴǾƻƭǾŜŘ ƛƴ ŦǳƴŘǊŀƛǎƛƴƎ ǿƛǘƘ 
the added benefit of raising the profile of Fragile X Syndrome.   Donations over $2 made to the Fragile X Association 
are tax deductible, and I encourage members and their wider families to consider making tax deductible donations 
to the Association. 
  
Contact the office if you would like to discuss fundraising ideas or ways to donate.   
  
All the best to everyone for the coming year, and do think about how to assist your Association. 
                                                                                                                                                         Bruce Donald 
  

Online fundraising is a great way to seek sponsorship 
for runs or other sporting events.   

Or you can create your own fundraising event. 
Contact us for details  
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Fundraising and Raising Awareness 

 

Blues Point 7am start 

Fiercely contested 

A winning fundraiser: 
Team Fat Paddler 

Prizes for paddlers:  Yanda from OceanPaddler 

The Mayor of Manly, Hon Jean Hay, with Robyn and FXAA team 

Mich, Penny, Lisa, Luke 

May fundraising 

Simone and helpers 

Janie & Marty 

Fantastic weather for the 10th Annual Bridge to Beach ocean paddling race, hosted by 
OceanPaddler and supporting Fragile X Association!   

420 competitors paddled 11kms from Blues Point to Manly Wharf.    
A great day for raising awareness of Fragile X Syndrome, and a great fundraiser.  

Many thanks to OceanPaddler,  
based in Manly, for partnering with 

Fragile X Association.  
Congratulations to our fundraising 
winners:  Luke Ratcliff, Pete Tillett,  

and Team Fat Paddler! 
And to the winners of our raffle prizes. 

 
A great day had by all! 

Joan at Fragile X HQ  

11 kms across to Manly 
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Association Newsé. 

Janie              Joan              Liz             Wendy 

While we each work part-time, there is someone here in the 
office every weekday. 

 
If we can help with anything please get in touch: 

support@fragilex.org.au 
1300 394 636     or   02 9977 0074 

Dear Friends, 
 
I hope that you all had an enjoyable holiday season and that everyone is now settled back into school, work, etc. 
Our office  was closed for a period but we have resumed working on a number of major activities. 
 
Fundraising and raising awareness are  our number one priorities.  As our services (such as clinics and counselling) 
ƘŀǾŜ ƛƴŎǊŜŀǎŜŘΣ  ǎƻ ƘŀǾŜ ƻǳǊ ŎƻǎǘǎΦ ²ŜΩŘ ƭƻǾŜ ƳƻǊŜ ǇŜƻǇƭŜ ǘƻ ŎƻƴǘǊƛōǳǘŜ ǘƻ ŦǳƴŘǊŀƛǎƛƴƎΣ ǎƻ ǇƭŜŀǎŜ ŎƻƴǘŀŎǘ ƻǳǊ ƻŦŦƛŎŜΣ 
your state representative or Candy Stingel in Brisbane  (Chair of the Fundraising Committee).  
 
²ŜΩƭƭ ǎƻƻƴ ōŜ ǳƴŘŜǊǘŀƪƛƴƎ ŀ membership drive and would like each member to bring in a new member (someone in your family, 
school, a  therapist, doctor, etc).  The free counselling service that we offer, in the very capable hands of Janie Roberts, continues 
to grow and has now reached over 400 contact sessions per year. This demonstrates the need for, and value of, this extraordinary 
service that we provide. It is one of the benefits of membership, as many families have realized. 
 
This past weekend saw the running of our new fundraising/awareness  event, the Sydney Harbour Bridge to Manly Beach Paddle 
Race. LǘΩǎ ŀƴ ŀƴƴǳŀƭ ŜǾŜƴǘ ƻǊƎŀƴƛǎŜŘ ōȅ the OceanPaddler business in Manly. OceanPaddler took the Association on board as their 
inaugural charity partner.  Thanks to all the families and volunteers who came to the event to sell raffle tickets, rattle donation 
tins, hand out prizes and run errands. Oceanpaddler has invited us to join with them again next year so we are absolutely 
delighted about this. LǘΩǎ ŀ ŦŀƴǘŀǎǘƛŎ ŀǿŀǊŜƴŜǎǎ ǊŀƛǎŜǊΣ ŀƴŘ Ƙŀǎ ǎǳŎŎŜǎǎŦǳƭƭȅ ǊŀƛǎŜŘ ŦǳƴŘǎ ŦƻǊ ǘƘŜ !ǎǎƻŎƛŀǘƛƻƴΦ 
 
In other news, late last year we ran a very successful workshop in Launceston that was attended by around 100 people. Our 
/ƘƛƭŘǊŜƴΩǎ Christmas card competition in 2013 was a wonderful new activity and the two children who won received T-shirts with 
their drawings on the front. Both families were delighted and have been very proactive in selling cards. Thanks to them and 
others we sold almost 4,000 Christmas cards! 
 
L ǿƻǳƭŘ ƭƛƪŜ ǘƻ ǿƛǎƘ ȅƻǳ ŀƭƭ ŀ ǇǊƻŘǳŎǘƛǾŜ ȅŜŀǊ ŀƴŘ ƭŜǘΩǎ ƎŜǘ ǘƻƎŜǘƘŜǊ ǘƻ ǎǳǇǇƻǊǘ ǘƘŜ ŜǎǘƛƳŀǘŜŘ мллΣллл ǇŜƻǇƭŜ ǿƛǘƘ C·{ ƛƴ !ǳǎtralia. 
Best wishes.                         Robyn Iredale 

From the President 

FXS Information Sheets to share    

On  topics such as FXTAS, Fragile X Carriers 
plus a  Glossary of Fragile X terminology.  

 
Keep an eye on www.fragilex.org.au and our Facebook page  

For all our  latest news: 
facebook  

and 
www.fragilex.org.au 

Resources for Raising Awareness 
Brochures, DVD,   
Bumper Stickers  

 
 
 

April Adult FXS Assessment Clinic, Sydney 
Childrenôs FXS Assessment Clinic, Sydney 

June Association membership renewals due 

July Adult FXS Assessment Clinic, Sydney 
Childrenôs FXS Assessment Clinic, Sydney 
International FX Conference, USA (16-20 July) 

July 22 Fragile X Awareness Day 

August Childrenôs Christmas Card Competition launch 

Sept 6 Fragile X Association AGM 

October Adult FXS Assessment Clinic, Sydney 

November FXAA Christmas cards for sale 

December Childrenôs FXS Assessment Clinic, Sydney 

Diary Dates  

(Free to members) 
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Fragile X Assessment Clinics 

Fragile X Association:  Adult Clinics in Sydney 
Three FXS Adult Clinics in Sydney are provided by the Fragile X Association (FXAA) each year; there are currently  5 
places available for 2014.    The clinic is a joint venture of the FXAA and the NSW Developmental Disability Health 
Unit held at the Royal Rehabilitation Centre in Ryde. The adult clinic is available for individuals aged 17 years and 
older, and open to people from any state if they can travel to the clinic. 
 
The initial appointment is with a doctor who has extensive experience of Fragile X at The Developmental Disability 
Clinic in Ryde. It will include a full medical examination and the doctor will give advice regarding medications and 
services that can be accessed by the person with Fragile X. If necessary, referrals can be made to other specialists. 
 
There have been some good outcomes from the adult clinic. The following is a comment from a family member who 
attended our adult clinic with her brother: 
 
ά5Ǌ [ŀǿ ŀǘ ǘƘŜ /ƭƛƴƛŎ ǿŀǎ ŀƳŀȊƛƴƎΤ ǎƘŜ ƪƴŜǿ Ƨǳǎǘ Ƙƻǿ ǘƻ ƘŀƴŘƭŜ Ƴȅ ōǊƻǘƘŜǊ ŀƴŘ ƘŜ ǿŀǎ ƻƴ Ƙƛǎ ǾŜǊȅ ōŜǎǘ 
behaviour.  The Clinic was great and very helpful; Dr Law gave us some tips for getting through to the Ageing, 
5ƛǎŀōƛƭƛǘȅ ŀƴŘ IƻƳŜ ŎŀǊŜ ŦƻǊ ǘƘŜƳ ǘƻ ƎŜǘ ǘƘŜ ōŀƭƭ ǊƻƭƭƛƴƎ ŦƻǊ Ƴȅ ōǊƻǘƘŜǊΩǎ ŀŎŎƻƳƳƻŘŀǘƛƻƴΦ  I will follow her 
ŀŘǾƛŎŜέΦ 

 
 
 
 
 
If you would like to secure a place at the adult clinic or know of anyone who may benefit from this clinic please 
contact  Joan by email joan@fragilex.org.au or call the FXAA office on  02 9977 0074 or 1300 394 636 
 

Fragile X Association: /ƘƛƭŘǊŜƴΩǎ /ƭƛƴƛŎǎ ƛƴ {ȅŘƴŜȅ 
¢ƘŜ C·!! ŦǳƴŘǎ ŀ ŎƘƛƭŘǊŜƴΩǎ ŎƭƛƴƛŎ о ǘƛƳŜǎ ŀ ȅŜŀǊ ƛƴ {ȅŘƴŜȅ ǿƛǘƘ ǘǿƻ ŎƘƛƭŘǊŜƴΩǎ ǇƭŀŎŜǎ ŀǾŀƛƭŀōƭŜ ŀǘ ŜŀŎƘ ŎƭƛƴƛŎΦ  
¢ƘŜ ŎƭƛƴƛŎ ƛǎ Ǌǳƴ ŦǊƻƳ ǘƘŜ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭ ƛƴ ²ŜǎǘƳŜŀŘΦ ¢ƘŜǊŜ ƛǎ ŀ ŦŀƴǘŀǎǘƛŎ ǘŜŀƳ ƻŦ ŜȄǇŜǊǘǎ ƛƴǾƻƭǾŜŘΣ ƛƴŎƭǳŘƛƴƎ ŀ 
speech therapist, occupational therapist, psychologist and a Genetic Counsellor. The team is headed by  
Dr Natalie Silove who is a Developmental Paediatrician and head of the Child Development Unit at Westmead. 
 

¢Ƙƛǎ ƛǎ ŀ ŎƻƳƳŜƴǘ ŦǊƻƳ ŀ ŦŀƳƛƭȅ ƳŜƳōŜǊ ǿƘƻ ŀǘǘŜƴŘŜŘ ŀ CǊŀƎƛƭŜ · ŎƘƛƭŘǊŜƴΩǎ ŎƭƛƴƛŎ ŀǘ ²ŜǎǘƳŜŀŘ ǿƛǘƘ ƘŜǊ 
son:                  ά²Ŝ ŦƻǳƴŘ ǘƘŜ ŎƭƛƴƛŎ great, we got more info in 2 hrs than we have in 3 years. We wish it went 
for longer or that we could have regular visits or contact because it made such a difference to deal with 
people who ƪƴŜǿ ŀōƻǳǘ C·{έΦ 

 
¢ƘŜǊŜ ƛǎ ŀ ǿŀƛǘƛƴƎ ƭƛǎǘ ŦƻǊ ǘƘŜ нлмп ŎƘƛƭŘǊŜƴΩǎ ŎƭƛƴƛŎǎ ǿƘƛŎƘ ŀǊŜ ōŜƛƴƎ ƘŜƭŘ ƛƴ April, July and December. 
Please contact  Joan at joan@fragilex.org.au at FXAA for more information if you wish to be put on a waiting list 

 
Fragile X Alliance:  !Řǳƭǘ ŀƴŘ /ƘƛƭŘǊŜƴΩǎ /ƭƛƴƛŎǎ ƛƴ aŜƭōƻǳǊƴŜ 
The Fragile X Alliance in Melbourne, headed by Dr Jonathan Cohen, also offers specialist Assessment Clinics for both 
adults and children.   Where a family is a member of Fragile X Association, the assessment is funded by FXAA and 
provided by Fragile X Alliance.  
 
The Fragile X Alliance Clinic was established in April 1998 to meet the specific needs of families. It is a  FXS-specific 
evaluation and treatment centre, and is unique in that families and carers bring both children as well as adults to be 
seen. For children, the emphasis is on identifying the educational, behavioural and support options that will 
ŜƴƘŀƴŎŜ ŦŀƳƛƭȅ ƭƛŦŜ ŀƴŘ ƻǇǘƛƳƛǎŜ ǘƘŜ ŎƘƛƭŘΩǎ ŀōƛƭƛǘƛŜǎΦ 
 
The clinic is staffed by a multi-disciplinary, specialised team who provide services including: medical evaluation and 
assessment., psychological  evaluation and treatment, speech and language evaluation and therapy, occupational 
evaluation and therapy, educational strategies, optometry, audiometry, genetic counselling and support. 
 
Contact Fragile X Alliance if you would like further information or to book an assessment:   
(03) 9528 1910 or see www.fragilex.com.au/fxa-clinic/  

Dates Available for FXAA Sydney Adult Clinics  

7th April 1 appointment at 10:30 27th October 2 spaces : 8.30 and 10.30am 

21st July 1 space at 8.30 am   

mailto:joan@fragilex.org.au


 

   Page 14                                                                 Summer 2014                              Fragile X Association of Australia  

Family Stories 

 

The Story of Groovy Food 

 
It all started with a passion, a passion for cooking and eating 
ice cream and a passion for entertaining.  Join these together 

and Groovy Mood Food is born.    
 

By Liza Roberts 

Zachary ǿŀǎ ŎƻƳǇƭŜǘƛƴƎ Ƙƛǎ Ŧƛƴŀƭ ȅŜŀǊǎ ƻŦ ƘƛƎƘ ǎŎƘƻƻƭ ŀƴŘ ƻƴŜ Řŀȅ ǎŀƛŘ άƳǳƳ L ǿŀƴǘ ǘƻ ƘŀǾŜ Ƴȅ ƻǿƴ ŎƻƳǇŀƴȅέ  
²Ŝƭƭ ǘƘƛǎ ǿŀǎ ǘƘŜ ǎǘŀǊǘΦ  {ƻ L ŀǎƪŜŘ ½ŀŎƘŀǊȅΣ άǿƘŀǘ ǎƻǊǘ ƻŦ ŎƻƳǇŀƴȅΚέ  L ƭŜŦǘ ƘƛƳ ŀƭƻƴŜ ǘƻ ǘƘƛƴƪ ŦƻǊ ŀ ǿƘƛƭŜ ŀƴŘ 
then he came back to me with some ideas and drawings. 
 
Zachary drew a blue print of a gelato company, with lots of stick figure customers walking up to a shop with 
dollar bills in their hands and walking off happy with an ice cream in their stick hand. 
 
From this idea we talked, dreamed, shared ideas, started making gelato and talking to others about it. 
 
We had help from Carers QLD, through a transition program which supported Zachary with his very own ice 
cream machine, laptop and a little money towards cooking utensils.  We had assistance from Many Rivers, 
regarding the business side and how to get started. 
 
We tested our products on everyone who would try them, and set up a face book page.   
L ƘŀŘ ǘƻ ŎƻƳǇƭŜǘŜ ŀ ŦƻƻŘ ƘŀƴŘƭŜǊΩǎ ǉǳŀƭƛŦƛŎŀǘƛƻƴΣ ŀǇǇƭȅ ŦƻǊ ŦƻƻŘ ƭƛŎŜƴŎŜǎ ŀƴŘ ƴŜƎƻǘƛŀǘŜ ŎƻƳƳŜǊŎƛŀƭ ƪƛǘŎƘŜƴ ǎǇŀŎŜΦ 
 
Suddenly it was starting to gain momentum, and we got support from family and friends, and even total 
strangers. 
 
This spurred me on to look for work experience opportunities for Zachary in the hospitality field, and after some 
introductions, lots of questions and small steps, Zachary completed work experience and has moved on to some 
casual work with a nearby takeaway with a wonderful boss Laurelle. 

 
This work has helped him to gain confidence, learn to follow instructions and 
complete tasks that are helping him in his business. 
 
Zachary is involved in all aspects of his business from 
designing the logo, posters and marketing materials.  He 
negotiates sales to retailers and has so far two retail shops 
who are taking his products.  He promotes his business 
with an Austin Powers inspired character, which he takes 
to expos and hopefully soon markets. 
 
We are using our disability support funding through your 
life your way to pay for a support worker , Rhonda, to 
assist Zachary with making the gelato.   
 

She has been a wonderful addition to the business, is hospitality trained and 
has some excellent contacts in the community. 
 
We have overcome many challenges and still are working through them.   
Zachary has a sensory issue with eggs, and even with persistence cannot be  
near them when they are added to the other ingredients. 
 
We have the use of a commercial kitchen; while the business is operating so we 
have to keep learn to work together.  Zachary has the opportunity to see a real 
kitchen in progress, and I am hoping that he will pick up more skills this way. 
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 Zachary is enrolled to complete a hospitality course at TAFE this year, and we have support from TAFE teachers to 

build on his cooking skills to assist his business. 

We hope to start to sell at local markets and make products to order.   
Our range so far includes Gelato, sorbet and Friands.  Zachary comes up with the most 
ŘŜƭƛƎƘǘŦǳƭ ƴŀƳŜǎ ŦƻǊ ŦƭŀǾƻǳǊǎ ǎǳŎƘ ŀǎ άƭƻǾŜ Ǉƻǘƛƻƴέ ŀƴŘ ǿŜ ŀǊŜ ŀƭǿŀȅǎ ŎƻƳƛƴƎ ǳǇ ǿƛǘƘ ƴŜǿ ƛŘŜŀǎ 
for flavours and or places to sell. 
 
It is still early days, and we are settling into the routine, of three afternoons a week for 
shopping for ingredients, making sugar syrups, custard mixes, adding them to the ice cream 
ŎƘǳǊƴŜǊ ǿƘƛŎƘ ƻƴƭȅ ƳŀƪŜǎ т ǎƳŀƭƭ ǘǳōǎ ŀǘ ŀ ǘƛƳŜΣ ōǳǘ ŜǾŜǊȅƻƴŜ ǎǘŀǊǘǎ ǎƻƳŜǿƘŜǊŜ ŘƻƴΩǘ ǘƘŜȅΚ 
 

It is a journey, and we have our eyes set on getting Groovy Mood Food out there for more to see and taste, we 
would love to open up the business to other young people with a disability who can contribute to its operation and 
success.   Zachary would one day like to attend a real gelato making course, and get a bigger gelato machine that 
churns larger batches. 
 
.ǳǘ ŀǎ ½ŀŎƘŀǊȅ ǎŀȅǎΣ ά/ƻƳŜ ƻƴ aǊǎ DǊƻƻǾȅ aƻƻŘ CƻƻŘΣ ƭŜǘΩǎ ƎƻΗέ 
 
Find us on Facebook ǳƴŘŜǊ άDǊƻƻǾȅ aƻƻŘ CƻƻŘέΥ    
https://www.facebook.com/pages/Groovy-mood-food/580702148634606 
or email:  groovymoodfood@yahoo.com.au 

Sunshine Coast Playgroup 

 
Fragile X Association member Isabel is keen to promote a local 
playgroup:  Goodlife Special Needs Playgroup is about having fun 
with your child and having a chance to build positive, long lasting 
relationships with others in your community.  
 
Meeting fortnightly on Fridays from 10.30am to 12.30pm in the 
Goodlife Creche.     There will be regular speakers sharing on a 
variety of special needs issues that will hopefully equip you in 
caring for your precious little one.    
Goodlife is located at 100 Buderim Pines Drive, Buderim, Sunshine 
Coast, Qld 4556. 
 
Contact Isabel on 0419 704 881 or isabelchristian@bigpond.com 

Owen loves his playgroup! 
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