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Fragile X refers to a group of genetic 

conditions now referred to as “Fragile 

X-associated Disorders”.   

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 

Cover photo - Family fun at the FXNZ 

annual Fragile X Family Gathering 

What is Fragile X? 
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Chris Hollis – Chairperson 

I constantly marvel at the difference that two 

extraordinary things have had on our community. The first 

is Facebook, which has proven such a wonderful way for 

families to make connections and keep in contact through 

the year. The other thing is our national coordinator, 

Andrea, who has such a passion for communicating, 

encouraging and building resilience. Her book review at 

the end of this newsletter is a great example of her 

personal mission to seek the best for our kids. Thanks to 

Andrea (and perhaps Facebook) we really do have a very 

active and positive community. And you can see from the 

articles and photos in this newsletter the kids are 

responding: excelling at Special Olympics, helping their 

siblings see the world in a different way, or just hanging 

out in the pool (or at least close to the pool, eh, James 

Shelley).  

So, our mission for the coming year is to get this message 

out to the wider world. We know fragile X. It can be a bit of 

a burden, but most of the time it’s a huge opportunity. We 

want professionals to get on board and help all our 

children to excel – from too-often negative genetic 

counsellors to those well-intentioned but under-resourced 

educators. FXNZ will be knocking on your door! 

I’d like to thank Andrea and my fellow trustees for their 

support through the year. I also thank like to thank Vicki 

and Chris Fowke and Veronica and Paul Harley for their 

help with the family gathering. Hopefully, you are all keen 

to do it again next year in Napier. Thanks are also due to 

Mark Sorenson, who continues to find time in his busy life 

as White Socks coach to ensure this newsletter is printed 

for free. He will get even busier in the New Year when he 

starts organising the Fragile X NZ Charity Golf 

Tournament in March. Please show your support for this 

terrific fund-raiser by offering prizes for the competitors 

(or getting your rich friends to donate prizes or sponsor a 

team).  All the best for 2014,  Chris Hollis 

Now that my family have 

headed off for Christmas 

with Grandma while I 

stay behind to finish off a 

few things at work, I have 

some breathing space to 

look back on another 

successful year for Fragile 

X New Zealand.  

  

 In this issue... 
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National Coordinator’s Report 

shared together enjoying the Hot pools, a 

girls breakfast out, FXNZ’s AGM, a 

workshop, a shared BBQ dinner, cupcake 

making and a blokes night out at the pub. 

How did we manage to squeeze so much fun 

into just one weekend?!!!  Somehow twenty 

eight families living with fragile X  and all 

the challenges that brings to our living made 

it to DeBretts Taupo because the power of 

sharing our experiences and learning from 

one another is truly amazing!  Thank you to 

everyone who came and made it a fantastic 

weekend.  It was decided at the AGM that 

next year we will meet in Napier.   

Recently I attended the Imagine Better 

conference More to Life than Services.  It 

highlighted the changes happening in the 

world of disability in NZ at present and the 

different ways that families are striving to 

create a good life for their loved ones with a 

disability.   The best ideas often come from 

families working together and thinking 

outside the square about what a good life 

could look like and what it might include. 

Individualised funding  is opening the door to 

new possibilities and creating the 

opportunity to do things differently.   

Coming up we have a visit from fragile X 

expert Dr Jonathan Cohen and his son 

Michael to look forward to.  We will run 

workshops in Auckland and Wellington on 

the 6th and 7th March respectively.  Talk to 

you childs school and encourage as many as 

possible to attend .  Dr Andrew Marshall will 

speak in Wellington and Anita Nicholls will 

speak in Auckland also. 

Happy Summer holidays! 

Of course the 

highlight over 

the last few 

months has been 

o u r  a n n u a l 

Fragile X Family 

Gathering.  What 

a  wonderful 

weekend we 

 
 

Fragile X Clinical Forum 
The Fragile X Clinical Forum is an opportunity for a discussion via video conference link between families 

affected by Fragile X Syndrome, paediatricians responsible for the local care of children with Fragile X and Dr 

Andrew Marshall, Developmental Paediatrician and specialist in Fragile X Syndrome.  

This is a free service available to all families.  Families can use the service more than once as the need arises.  

Please contact FXNZ  for more information or to register for the next clinic 

Andrea Lee 
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Useful websites and links 
 

Useful websites for information about 

fragile X: 
 

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

www.fragilex.org.nz 

 The National Fragile X Foundation 

www.fragilex.org 

 Australian Fragile X Association 

www.fragilex.org.au 

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

www.fragilex.org.uk 

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

www.imaginebetter.co.nz 

 For information about education and 

behaviour ww.marciabraden.com 

 Health Passport ww.hdc.org.nz/about

-us/disability/health-passport 

 I n f o r m a t i o n  a b o u t  F XTA S 

www.fxtas.org  

 Fragile X research  www.fraxa.org 

 Parent to Parent New Zealand  

www.parent2parent.org.nz 
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An Update From FXNZ 

Activities and events since our last newsletter 
in September; 

 

Fragile X New  Zealand AGM 

FXNZ held their Annual General Meeting  

1st of November 2013 in Taupo.  Information 

from the AGM is available to those who are 

interested. Thank you to families who 

attended.  Collectively we decided to hold the 

next annual Fragile X Family Gathering, 

November 2014 in Napier. Your input is 

appreciated! 
 

Annual Fragile X Family Gathering 

Twenty-eight families came together for our 

annual family weekend at DeBretts in 

Taupo. This included three new families! 

Thanks to everyone who made the event such 

a success.   

We held a Future Planning workshop with 

Tony McLean from Imagine Better.  The 

feedback received from families who attended 

was positive.  Hand-outs are available for 

those unable to attend. 
 

Charity Golf Day Fundraiser  

The Fragile X Charity Golf Day fundraiser 

planned for 13th November was postponed 

due to some significant players being  

unavailability.  We plan to re-schedule for 

March/April 2014. Currently we are looking 

for donations for prizes.  Please contact 

Andrea if you can help.   
 

Facebook 

View the FXNZ Facebook page 

www.facebook.com/Fragilexnewzealand  to 

see photos of our Fragile X Family Gathering 

and much much more! 
 

Workshops 

FXNZ has workshops planned in Auckland 

on the 6th March and in Wellington on the 

7th March 2014 with Dr Jonathan Cohen, 

Michael Cohen, Dr Andrew Marshall and 

Anita Nicholls.  See page 11 for details. 
  

Family Get Togethers 

Families in Wellington met in September for 

Tenpin Bowling and families in Whangarei and  

Auckland continue to meet for coffee mornings. 

Whangarei have also formed a walking group. If 

you would like assistance to get families together 

in your area let us know, we are happy to help. 

 

 

http://www.facebook.com/Fragilexnewzealand
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Caroline’s Journey 

Talofa lava. My name is Caroline Fiu.  

I was born and bred and still live in Hastings with 

my husband Willie and our four beautiful children, 

Carlos 10, Tinei 8, Devantaye 5, and Arlington 4.  

I am new to fragile X and thought that it was time 

to share my story with other families. Over the 

past few newsletters I have been able to read other 

stories of the young and old whose lives are 

affected with fragile X. They are inspirational 

individuals that have supportive families.  Here is 

our story. 

 

I have a son Tinei who is eight years old and was 

diagnosed with fragile X syndrome in January 

2012. However I had received a letter a few days 

before saying that my sons blood tests were all 

clear for fragile X and thyroid, and that he will 

need to do further testing later. So as you do when 

you hear that things are clear, you find yourself 

relieved that it wasn’t this or that. But you do 

however have a feeling that there is more to why 

our child acts a certain way. So when I got the 

phone call it was so hard. 

I will never forget the phone call from Tineis 

paediatrician. It was January 31st 2012 when the 

doctor called to tell me that my son had a positive 

test for fragile X. She kept apologising for reading 

the test wrong. But I wasn’t worried about that. It 

was overwhelming at time as I had never heard of 

fragile X. The Doctor wanted to see me the next 

morning so I chose to go with my mum and sister 

to the appointment. We went in with so many 

questions but found that we were still in shock 

with what the disability was and how this would 

affect our families and our future generations. 

Going through the fragile X information and 

talking to a local mother who has a son with 

fragile X gave me so much more awareness and 

confidence in the future of my son Tinei. It was 

good for my family to see the information as we 

could say OMG Tinei does this or Tinei has that. 

And there was a reason why he was doing this and 

looked a little different. When Tinei was two, I 

knew there was something different about him. 

When Tinei turned five I wasn’t ready for him to 

go to school. It was hard because I didn’t want 

kids to tease or bully him at a mainstream school, 

so when a special needs school was suggested it 

made sense to put him in there. That was the best 

decision for Tinei. The school has changed him 

and gives him so much confidence,  it has been so 

good for Tinei and us. 

For my family and our extended families, it has 

been a huge Blessing to have my son Tinei. He is 

funny and loving, caring and helpful when he 

wants to be. For my parents and siblings, we have 

bonded so much more because fragile X is part of 

our family, and we wouldn’t change anything. I 

would love to meet up with any other families 

around the Hawkes Bay area.  

Thank you for taking the time to read my story.  

 

Tofa soifua 
Caroline Fiu 



7 

  

  

     Summer 2013/14 Fragile X New Zealand Newsletter 

Hi there. My name is Carlos Fiu. I am from 

Hastings. Going to Taupo for the Fragile X 

Gathering for the first time was an AMAZING 

experience. This was a good opportunity to meet 

other families and children with Fragile X. On 

Friday I went trick or treating but instead of 

getting lollies we gave lollies to other families 

who were in Taupo for the gathering. On 

Saturday we went to a BBQ at the hot pools. On 

Sunday we packed up and we were ready to 

leave. The best activity was making cupcakes so 

we got to know families better and we had fun. I 

hope we get to see those families at the next 

Fragile X Gathering.  
 

 

Carlos Fiu  

Carlos is 10 years old and has an 8 year old 

brother with fragile X.  Thanks Carlos for writing 

your story. We loved having you and your family 

at the Fragile X Family Gathering and look 

forward to seeing you next year! 

The following article appeared in the November 2013 issue of  NORTH & SOUTH 

A Siblings Story 

The Fiu family at the Fragile X Family Gathering! 
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Fragile X Family Gathering! 

Taupo 2013 

Thanks to our photographer extraordinaire Jude Spier 
for capturing these wonderful memories! 
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If Jack Ruled the World – A speech by 

Phoebe Wellstead  (9 years old) 

Imagine this – A whole world full of twirly colourful objects dangling from trees, a hydro slide 
going into your bathtub and a smiggle shop in your wardrobe.  

Well this is how things would be if my brother Jack ruled the world. 

Jack has Fragile X which is a learning disability. 

My name is Phoebe and my speech is about, if my brother Jack ruled the world. 

Under Jacks rule everybody would have to be happy and nobody would be allowed to be 
grumpy. There would be no raised voices, no shouting, no fighting and certainly no nastiness. 
People would always have a good sleep as this is the first question Jack asks people every 
morning 

If Jack was in charge, Clyde School would be a High School as well as a primary school and he 
would have Miss L as his teacher forever. He would not have to read, write or learn his spelling 
words but would spend every day doing jump jam, baking and being a peer mediator so he could 
tell people what to do.  

In Jacks ideal world he would be allowed two of everything. When you ask Jack if he would like a 
biscuit or a piece of chocolate, he will always say, can I have 2. 

If my brother ruled the world he would build me an indoor ice skating rink so I could skate all year 
round. He would build a petting zoo for Emily my sister and a swimming pool in the garden for 
Grandma. There would be a giant bouncy castle at home and mum and dad would have a car 
without a roof on it. 

If Jack ruled the world everyone would be allowed to wear sparkly nail polish in many different 
colours regardless of whether you were a boy or a girl. All the girls would have long hair and Jack 
would be allowed to plait it whenever he wanted to. 

If Jack ruled the world he would be able to turn into a mermaid whenever he wanted too. 

If Jack ruled the world his iPod would never run out of battery, he would have a movie theatre in 
his bedroom and have Katy Perry and Kenny Rogers perform live for him. 

If Jack ruled the world he would have Alice and her horses live next door to us and if he had to go 
on a plane, he would make the pilot go slowly down the runway as he doesn’t like the plane 
going fast. 

So just imagine how fun, happy, sparkly, colourful and fun the world would be if my brother Jack 
ruled the world.  

Phoebe.....time for me to plait your hair..... Sorry got to go.  Thank you for listening.  

Fragile X New Zealand Newsletter  Summer 2013/14      

 If Jack Ruled the World….. 
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Positive Referencing 
 

Often children with FXS struggle to 

process language.  It takes longer 

than their regular peers.  They also 

sometimes struggle once they have 

processed the information to know 

what it means! 

Sometimes unusual or undesirable 

behaviour is a consequence of not 

knowing  what is appropriate  

behaviour for  the situation. 

 

It is useful to use positive 

referencing in these instances. 

 

Instead of saying  ‘don’t shake the 

bottle’ it is  more helpful to simply 

say ‘please drink your juice or put 

the bottle on the table’.  To say 

don’t shake the bottle doesn’t tell 

the child what to do, just what NOT 

to do (and we know FXer's often 

have poor impulse control!) 

Tell a child what to do  in clear 

and simple one step instructions 

instead of  what NOT to do 

Remember children with fragile X  

most often want to be helpful and do 

the right thing! 

Communication  

Strategies 
Fragile X Workshop Series 
 

Auckland Thursday 6th March 2014 
& 

Wellington Friday 7th March 2014 

Dr Jonathan Cohen MBBS, FRACGP, FACTM, MFM holds a Post-

graduate Masters Degree in Family Medicine, Adjunct Senior Research 
Officer with the Centre for Developmental Disability Health Victoria at 
Monash University Department of General Practice and President of 
the Fragile X Alliance Inc. He is involved with numerous research pro-
jects, the author of multiple articles for medical, allied health journals 
and the lay press and presents regularly throughout Australia and in-
ternationally on Fragile X Syndrome. 

Michael Cohen is Dr Jonathan Cohen son and will provided “A 

Young Adult’s Perspective” on living with Fragile X Syndrome.  Michael 
is 26 years old and works part-time as a kitchen assistant.  He holds his 
driver licence and is active in his faith community.  Michael has spoken 
about living with Fragile X Syndrome both in his home country Austral-
ia and at several International Fragile X Conferences in the USA.  

Anita Nicholls BSc, GDipEd, GDipTchg is the mother of two young 

adults with Fragile X Syndrome. She currently works for the Ministry of 
Education as an Early Intervention Teacher. Anita has presented both 
nationally and internationally at conferences about Fragile X and is the 
co-writer of the ‘No Longer Fragile’ workshop together with Jodi Hee-
nan and Dr Marcia Braden. Anita and her husband Chris Hollis have for 
many years generously provided information, support and advocacy to 
families throughout NZ through their voluntary work with Fragile X 
New Zealand.  

 Fragile X Workshop Series 2014 

Dr Jonathan Cohen & Dr Andrew Marshall will present up 

to date information and research about Fragile X 

Syndrome and associated disorders. 

Michael Cohen will speak about living with Fragile X 

Anita Nicholls will present iabout Education and Fragile X 

Email Andrea Lee at info@fragilex.org.nz for more information 
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So you have completed all the activities to 

transition your child back to school or pre-

school. You have made visuals of the 

important people and classrooms. You have 

walked through the school. The teachers and 

aides in the class have been educated about 

fragile X syndrome and your child. That is just 

the beginning.  

Don’t forget to spend some time on developing 

strategies for the daily transitions that occur while 

your child is at school. Here are some matters to 

consider, some for you at home, others for the 

school setting. It might be useful to discuss these 

ideas with your child’s teacher and aides. 

Determine with them which of the ideas might be 

helpful for your child and possible to implement, 

and what you can do to help.  

Routine—Your child has to know what to 

expect or anxiety goes up and you might 

see problem behaviors and/or difficulty 

focusing on tasks. While it takes time to 

adjust to the new routine, using visuals, 

talking about the schedule and 

incorporating sensory activities all help 

him or her make the adjustment more 

quickly.  
 

Visual Daily Schedule—Create a 

schedule that will work for your child: you 

might use PECS (Picture Exchange 

Communication System), actual 

photographs, or words. The whole class 

will benefit from having a visual schedule. 

Orient the child/class throughout the day. 

For example: “This is what we are doing 

now and this is what is to come.” Or: “We 

are doing reading now, then we have 

lunch, and then it is PE and art this 

afternoon.” All while pointing to the visual 

schedule, so the child learns how to use 

the schedule.  
 

Prompts or Warnings—Issue these 

when an activity is going to end. Find 

what works best for your child. Some 

children like verbal warnings: 10 minutes, 

five minutes, one minute. It is helpful to 

pair this with the activity that will be 

following the current one. For example: “In 

five minutes we are going to stop with our 

maths and go to music.”  
 

Closure— Each activity needs to be brought 

to closure. Even if the child does not finish 

as originally intended, bring what you’re 

doing to some kind of closure before 

moving on to the next activity.  
 

Transition Objects/Activities—Use a 

“transition object” that the student takes 

from one activity to another. It gives the 

child a “job” to do. The teacher next door 

may need a stack of magazines or a box of 

supplies. It can be a real job or one that is 

made up. Many children have a 

challenging time coming in from break 

time, which could mean the perfect time to 

try a transition activity. “Everyone pick up 

three pieces of trash before you line up.”  
 

Time— Allow extra, if possible, to make the 

actual transition.  
 

Sensory Diet/Activities—Have a 

“Sensory Diet” built into the daily 

schedule, designed in consultation with an 

occupational therapist. For example, every 

1-1.5 hours, have the student do an 

activity that is known to be calming, such 

as brushing, wearing weighted clothing, 

performing physical tasks, jumping on a 

trampoline, etc.  

Transition Ideas for school 
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Scheduled Changes to Daily  

Schedule—Discuss any changes to the 

routine ahead of time. “Practice” changes in 

routine to give student ideas for appropriate 

reactions, if possible.  
 

“Safe” Place—Have a “safe” place outside 

the classroom that the student can go to 

when frustrated or over-stimulated. This 

can help the student learn how and when he 

or she needs a break away from the 

classroom.  

Have a Plan for Lunch—Lunchtime can 

be overwhelming for many children. It may 

be helpful for a child to get to the lunch area 

before all the other children so he or she can 

experience and manage the potential 

increase in noise and visual stimuli. This is 

often easier than walking into an already 

noisy and chaotic area. Or you may have the 

child observe the area, and then tell him 

that he can join when he is ready. If he’s still 

hesitant, he may need a quieter area.  

Find what works for your child. You 

might also start with one activity, such as 

eating early, with a goal that your child goes 

into the regular lunch as the year 

progresses. You might consider a “buddy 

system” where a typical child(ren) goes with 

your child to lunch.  
 

Something to Look Forward To—You 

might need to do this on a daily or a weekly 

basis. If there is an activity your child may 

find challenging, be sure to let her know 

that right after maths there is an activity 

she will enjoy. When you use the sensory 

diet, you can give her something to look 

forward to all day long. You might also 

consider doing something on a weekly basis. 

It does not necessarily have to happen at 

school—maybe you let the teachers know 

that every Friday after school you are going 

to get ice cream.  
 

Unexpected Changes to Daily 

Schedule—Have a plan for unexpected 

transitions such as a fire drill, or other 

emergencies.  
 

Be Enthusiastic—Enthusiasm is 

contagious. All good teachers monitor the 

temperament of the class and make 

adjustments as needed. Enthusiasm always 

helps. If there is tension in the air, the child 

with FXS is the first to know it, and he 

reflects it back. These children’s ability to be 

a mirror of others’ emotions is actually quite 

amazing. It can impact the whole day. 

  

 If possible, set up as many of the ideas as 

you can ahead of time. The first few days of 

school may be a little challenging as the 

child gets used to the new routine. Starting 

with supports in place can get the school 

year off to a smooth start. You may need to 

tweak some of the strategies for 

transitioning, but your attention to 

transitions will provide comfort to a child 

who carries around a lot of anxiety. 

 Written by Jayne Dixon Weber, 

NFXF - See more at: www.fragilex.org 

www.fragilex.org 

With thanks to; 
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Success Stories… 

Jack Wellstead (15 years) and Bradley 
Caffell (16 years) qualified for the Special 
Olympic National Summer Games 2013. 
Almost 1200 athletes around the country 
with learning disabilities competed at 
Special Olympics New Zealand’s eighth 
National Summer Games in Dunedin. 

Here’s Jack (on the right) with his swim team 

buddies as they arrive.  Looking good guys! 

Jack (on the left) won a Bronze medal in the 

25m freestyle, a Bronze medal in the 50m 

freestyle, he came 5th in the 50m backstroke 

and  won a Bronze medal in the 5 x 50m 

swim relay! 

Congratulations from FXNZ! 

Bradley won two Gold medals and a Silver medal in power 

lifting, and a Gold medal for his total weight for Division 1! 

The Otago Powerlifting Team also won Special Olympians 

of the Year for Otago!!! These are Bradley’s impressive 

weights: Deadlift 120Kg, Squat 115Kg, Bench 65Kg.   
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Book Review 

 

Fragile X New Zealand have a 
lending library that includes 
books, audio-visual material and 
educational information about 
fragile X.   

We regularly updated our stock 
with newly published books.  We 
try to profile these new books in 
the newsletters and you can view 
the full list of books, and other 
material available on our web-
site. 

www.fragilex.org.nz 

Tracey Cockcroft kindly operates 
the library service. The loan con-
ditions are as follows; 

1.There is no limit to the number 
of items that can be borrowed at 
one time. 

2.We cover the costs of delivery 
to the borrower. 

3.The borrower is required to pay 
the costs of returning borrowed 
materials to the library 

4.Loans are for one month  

unless special arrangements are 
made. 

Because this is a free service, we 
request that all care is taken to 
ensure that loaned material is 
returned in good condition. 

Fragile X New Zealand does not 
necessarily endorse the contents 
of all the publications in our     
library. 

Fragile X New Zealand  

Library 

In order to create a meaningful life for your 
disabled family member there are a number 
of issues that need to be taken into 
consideration.  ‘Talking About’ shares the 
personal experiences of families, individuals, 
and professionals who support disabled 
people to have greater control over their 
own lives and to become active, 
contributing members of their community. 
At the end of each chapter, a series of 
questions are provided to inspire your own 
"conversation" about how to support your 
loved one towards attaining their vision of a 
positive future. 

Compiled by Lorna Sullivan ImagineBetter 

 

Having recently returned from the ‘More to Life than 

Services’ conference through my involvement with Parent to 

Parent NZ, I was inspired to read Imagine Better’s latest 

offering.  Lorna Sullivan is one of my personal heroes 

largely due to her clear thinking around getting beyond the 

low expectations society has for people with disabilities. 

Talking About encapsulates much of Lorna’s thinking and 

her strategies around how to create a ‘good life’ for our loved 

ones living with challenges like fragile X.  It includes stories 

from families putting into practise these strategies and 

contributions from great thinkers like Michael Kendrick 

and Bob Rhodes.  It also includes examples of how to 

achieve valued roles in the community and the importance 

of  being included in ordinary places and creating 

opportunities to enable our loved ones to make meaningful 

and valued contributions in their community. 

The importance of a clear vision of what a good life might 

look like is the starting place followed by a determined plan 

of action to make it happen. 

I highly recommend ‘Talking About’. It has re-inspired me, 

enriched my thinking and given me tangible strategies to 

use to create a good life for our son and to support others. 

Andrea Lee 

Published 2013 

 

A copy of this book is available in the FXNZ  Library 

http://www.imaginebetter.co.nz/product_details/p/28/c/50/Talking About - A series of Community Conversations
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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 nationalcoordinator@fragilex.org.nz  

Remember, this is your Newsletter. We want to hear about what’s happening in your 
household, at your child’s school or in your local community, so that we can share it with 

our national community.  Deadline for the next issue: 14 March 2014 

Sincere thanks to our generous sponsors -  

  Donations help us do our work supporting families living with fragile X and associated    

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 

  FXNZ Wish List…. 

  $100 Donation to buy ‘Understanding Fragile X Syndrome’ books for newly diagnosed families 

  $200 Donation to fund our ‘Welcome Pack’ to newly diagnosed families 

  $500 Donation to purchase  event T-shirts for the children at our next FX Family Gathering 

   Website developer to redesign FXNZ website.  Email Andrea at info@fragilex.org.nz 


