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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. 

 

196 Taita Drive, Avalon, Lower Hutt 5011  

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 within 

New Zealand 
 

 assist individuals affected by fragile X to 

reach their full potential 
 

 

www.fragilex.org.nz 

 

Cover photo - Top right clockwise, Kelvin Adair, Craig 

Williams, Ben Hollis and Michael Carter.  

What is Fragile X? 
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Trustee Voice  

secretary. We are a small group of five trustees 

predominately based in Wellington (the Hutt 

Valley to be precise). Much has changed in that 

time and I am happy to have been part of that 

change.  

Chris Hollis has been the Chairperson for the 

past three and half years and we are very 

fortunate to have his range and depth of 

expertise.  Together with Anita (his ‘better 

half’ and former Chairperson extraordinaire), 

Chris has worked tirelessly for many years to 

raise the profile of Fragile X Syndrome in NZ.  

Together they have been very effective at 

building international relationships that have 

seen us host Dr Randi Hagerman, Dr Marcia 

Braden, Dr Jonathan Cohen and Louise Gane 

(among others) and organise workshops, 

conferences and family clinics. He is also 

brilliant at writing grant proposals! The Trust 

has worked hard over the years to provide up 

to date information to families around 

everything from intervention to international 

Fragile X  research developments. We have 

also developed useful resources such as the 

website (much of the content written by Chris) 

and the ‘No Longer Fragile’ workshop for 

schools, developed and written by Anita and 

Jodi Heenan.   

More recently we have been fortunate to have 

Lance Norman join us as treasurer, with his 

wealth of knowledge in both the community 

health and financial sectors.  Senorita Laukau, 

who recently gained a Master in Education, 

and Jayne Sorenson are both also valued 

members. Of course the biggest change in 

recent years is that the Board now employ a 

national coordinator part time – many of you 

will have met or spoken to our fabulous Andrea 

Lee. This has increased our ability to provide 

both support and information to families and 

has meant we are in a position to coordinate 

and organise the Fragile X Clinical Forum with 

Dr Andrew Marshall. Many families including 

my own have benefited from this initiative.  

The Board have worked over many years to 

build this collaboration with Dr Marshall 

which is now benefiting both families and the 

paediatric community in NZ to increase their 

knowledge of treatment and best practice 

intervention for Fragile X. 

Personally, I have enjoyed the growth of the 

FXNZ family gatherings over the past few 

years.  My family adore attending these 

gatherings and love to partake in the different 

events planned over the weekend.  We cherish 

the ability to catch up with our FX friends from 

all over New Zealand – it is always exciting to 

see how much our children have developed, 

and needless to say fabulous to have a good old 

chat!  It is of course really lovely to meet new 

families each year too!  I hope to see you all in 

Taupo (possibly on the dragon slide at 

DeBretts), later this year if not before! 

Jude Spier 

Trustee , Fragile X New Zealand 

For the past six 

years I have 

served on the 

Board of Trustees 

of the Fragile X 

Trust (NZ), now 

Fragile X New 

Zealand, most of 

that time as the  
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National Coordinator’s Report 

t h e  f r a g i l e  X 

community when their children are young and 

the learning curve is steep.  This newsletter will 

focus more on adulthood.  Hopefully you will find 

something of interest wherever you are in the 

journey. 

Recently we had the pleasure of a visit from 

Louise Gane. Many of us  took the chance for a 

lovely evening out with our partners and a catch 

up with Louise. Auckland families also got 

together  with Louise and she saw how much the 

children had grown and what they were up to. As 

always she was very generous at sharing her 

wealth of knowledge and experience with families 

wherever they were at in their lives with FX.  

And she has promised to return in September and  

to visit families in Wellington. 

Planning is well underway for  the North Island 

Gathering, 1-3rd November . We have a workshop 

planned with Tony Maclean from Imagine Better 

on Future Planning and have added a blokes 

night out to the weekend schedule! 

The May Fragile X Clinical Forum was again a 

success with five families and their paediatricians 

taking part.  We will hold another clinic  later in 

the year. Planning is underway to bring Dr 

Jonathan Cohen and his son Michael Cohen to NZ 

early next year.  If there is enough interest we 

will run a clinic with Jonathan which could 

include adults .  Let me know if this is of interest 

to you and your family. 

The big news in the international Fragile X 

community is the termination of the Arbaclofen 

study by Seaside Therapeutics.  You can read 

more about that later in this newsletter. 

It’s good to hear about families meeting up 

around the country (see photos!) and the success 

of both the Auckland and Whangarei coffee 

mornings. It’s amazing what you learn when you 

meet up with other families living with fragile X. 

There is no reason to feel alone,  we are on this 

journey together and it’s good to connect whether 

it’s over coffee, Facebook or a family gathering. I 

hope to connect with you soon whether it’s online, 

on the phone or in person! 

Welcome to our 

special edition 

N e w s l e t t e r 

featuring the lives 

of some of the 

adults in our 

c o m m u n i t y 

affected by fragile 

X.  Often families 

are very active in 

 
 

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 

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 

 NFXF Adolescent & Adult Project 

w w w . f r a g i l e x . o r g / t r e a t m e n t -

intervention/adults-life-planning/

adolescent-and-adult-project/ 

 For information about education and 

behaviour ww.marciabraden.com 

 An easy read Individual Employment 

Contract can be downloaded and used 

from the People First website 

www.peoplefirst.org.nz 

 Health Passport ww.hdc.org.nz/about

-us/disability/health-passport 

 Australian Fragile X Association 

www.fragilex.org.au 

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

www.fxtas.org  

Winter 2013 Fragile X New Zealand Newsletter  

An Update From FXNZ 

Activities and events since our last newsletter  

Mailing List Renewals 

Last year we reached a record high for numbers of 

donations! Thank you to those families, schools 

and professionals who value our work and 

donated. Donations and mailing list subscriptions 

help pay for our numerous activities including 

this newsletter. Your annual subscription is now 

due for the 2013-2014 period. You can use our 

online facility via the website www.fragilex.org.nz 

or simply return the form provided. Thank you in 

advance! 

Fragile X Clinical Forum 

The most recent clinic was held on the 9th May 

with five families taking part. The next clinic is 

scheduled for later this year. Remember you can 

take part in the clinic more than once as the need 

arises. Contact Andrea Lee  for more information 

or to book a place. 

The ‘No Longer Fragile’ Workshop 

Fragile X New Zealand took this programme to 

two schools, one in Christchurch and one in 

Auckland, in Term One. We have received good 

feedback from both schools and families about the 

difference this workshop makes to understanding 

how to support children in the school 

environment.  FXNZ is working to secure funding 

to enable us to reach more schools. 

Awareness Raising 

Pippa Wellstead  organised a screening of 

‘Mission to Lars’ to raise awareness and funds for 

FXNZ.  Well done Pippa! A screen is also 

organised in Nelson for Fragile X Awareness Day 

on 22 July. In Whangarei a fundraiser Zumba 

class is planned to raise awareness!  

North Island Family Gathering 

The date for the next Taupo gathering at 

DeBretts has been set for the weekend 1-3rd 

November. We plan to hold a workshop again, 

with details available closer to the time.  

Accommodat ion  can be  booked  at 

www.taupodebretts.co.nz or 07 378 8559  Remember 

to ask for the 10% discount for FXNZ families! 

Facebook 

We continue to use Facebook to raise awareness 

about fragile X and to share information about 

what’s happening in our community. 

www.facebook.com/Fragilexnewzealand  

We now also have two additional closed groups for 

parents and grandparents to share their 

experiences of living with Fragile X in NZ. 

Families can contact FXNZ to join. 

Family Gatherings and Get Togethers 

Families in Wellington met in April and families 

in Auckland met in April and May and  have also 

held several coffee mornings. Families in 

Whangarei and Nelson have also met for coffee 

mornings.  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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Pictures are essential for people 

who have fragile X 

 

Create a book that contains 

pictures for the common words, 

activities and feelings that the 

student may encounter 

throughout the school day 

 

Post picture cards around the 

room which would allow the 

student to communicate with the 

rest of the class 

 

Colour coding may also be useful  

1. Used to identify areas of the 

classroom (work space, quiet 

space, supply cupboard, place to 

hand in work etc. 

2. Used to identify subjects; 

teachers could have a colour for 

each subject (math-blue, language 

arts-yellow etc.) 

 

Utilise hand signals. This is one 

more way for teachers and other 

students, to communicate with a 

person who has fragile X 

 

 

Communication  

Strategies 

 

 

 

Transition to Adulthood 

Chris: What's the best thing about not being at school 

anymore?  

Ben: I don’t miss being at school. I like being able to sleep in 

and not get up at half past six.  

Chris: What do you like about working?  

Ben: I like being paid. And I like going to Silver Stream.  

Chris: Tell everyone what you do in your job at GNS.  

Ben: Hmm what do I do? Which job. I have two jobs. I do the 

compost round and clean the dishes in the cafeteria. The 

compost round is best. It pays better.  

Chris: Ben, finish these sentences please; 

At Silver Stream Railway I volunteer and help out and mow 

lawns, do the weed-eating and the odd job like shifting a lot 

of junk from the old digger sheds. Brian pulled them down 

with his digger.  

The things I like about volunteering at Silver Stream are 

being there. It’s fun. The railway and the engines are cool.  

If I didn't live at home with mum, dad and James I would 

live in Uruti on Granddad’s farm. I haven’t really thought 

about it.  

The things I like to do in my spare time are lying on the 

couch and watching TV, especially NCIS and Food TV.  

The best meal I have cooked for my family is lasagne.  

The things I need the most help with right now are about 

getting better from my back operation. I can’t bend very 

easily and I can’t pick things up from the ground. I need 

help to get places like the pool and the gym. When I get 

better I’ll need help to get more jobs.  

Ben driving the old steam train at Silver  Stream 

Ben (19) left school at the end of last year and has begun the 

next stage in his life. Here’s an interview with Ben. 

Provide alternate 
means of 

communication  
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This weekly visual schedule includes Ben’s 

paid work at GNS and voluntary work at Silver Stream Railway. It includes  a balance of 

physical activity and interests that Ben has along with some skill development focus.  Ben and 

his family have accessed individualised funding through the NASC to pay two support staff at 

different times each day during the week to support activities like going to swimming lessons, 

shopping and preparing a family meal.  His family support Ben in his voluntary work at Silver 

Stream Railway where he is increasingly a valued member of the group.  Recently Ben was 

given the opportunity to drive the old Stream train which was a real sign of respect. 

Ben is also  currently learning the Road Code with the long term goal of getting his license. 

Some of his short term  goals include talking on the telephone, texting, preparing a complex 

meal, checking his appearance before going out and giving compliments. 

A Week in the Life of Ben Hollis 
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NFXF Adolescent & Adult Project 

Tips for Making Social Outings Safe 
Developed by the Project Work Group 

 

These tips are the same as you would discuss with any young 

adult, but when the person has fragile X, you need to repeat the 

tips more often and maybe even do some role playing to make the 

point more clear. 

 

The parent or care provider should know these things about the 

outing: 

• Who exactly is going? 

• Where specifically are they going? 

• Are there others whom they will be meeting? 

• What are the activity plans? 

• What is the length of the planned outing? 

• What is the expected time of return? 

• What means of transportation will they be using? 

 

Additional points to clarify: 

 How much money is being taken and how is it being 

 carried? 

• Is the individual’s attire appropriate? 

• Is the individual’s hygiene appropriate? 

• Is the young adult comfortable with all of the plans for 

 the outing? 

• Is the young adult’s cell phone charged? Make sure that 

they take their cell phone and that I.C.E. (in case of 

emergency) is programmed into the phone. 

 

Reminders for the young adults: 

• Make sure to follow the reported plans. If any of the 

plans change, or you are going to be later than expected, 

make sure to call a designated person and update your 

whereabouts. 

• Make sure to order your own drink and never let it out 

 of your sight, including soft drinks and water. 

• Stay with your group—never go out/leave on your own. 

 Always stay with a buddy. 

Don’t hesitate to call if you become concerned or afraid. 

 
 

 

Useful tools for promoting 

appropriate group behaviour 

with peers and adults; 

 Talk about “what is expected” 

in particular situations 

 Model appropriate behaviour 

 Provide opportunities to prac-

tice appropriate behaviour 

 Praise/reward good “past be-

haviour” 

 Provide a job or task 

 Use verbal cues and prompts 

 Use non-verbal cues and 

prompts 

 Have realistic expectations 

 Explain consequences/impact of 

“inappropriate behaviour” 

 Ignore bad behaviour 

 Some factors to consider; 

Social Skills 

1. Some FX adults prefer to be 

“observers” at interactive social 

occasions. 

2. Exposure to new things is good! 

3. The personality & attitude of 

those in the group dictates success 

or failure often.  

4. It’s important to take part in 

activities with non-disabled people 

5. Some FX adults like to spend 

time alone more than in groups. 

6. Exposure in community helps 

the community as well as the 

individual with FX. 

7. Remember to laugh, it’s good for 

you! 

Information about the National Fragile X Foundation Adolescent and 
Adult Project is available online. It provides information about fragile X 
and the transition to adulthood covering the following topics; 
behaviour, mental health, and medication; social development; living 
options; transportation; employment; issues in sexuality. The project 
includes a combination of online video vignettes and written resources, 
designed to be used in conjunction with each other. 

www.fragilex.org With thanks to 
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FX Community Events 

 
North Island Family Gathering 

1-3rd November 2013 Taupo DeBretts 
Book accommodation at DeBretts  www.taupodebretts.co.nz or 07 378 8559 

All fragile X families 
welcome!!! 

Come and join the fun!   

 

Louise Gane with the Byrne & Harley children! Dinner out in Auckland with Louise Gane in May 

Wellington family  gathering in March.  Great cricket 
was played and fun all round at Harcourt Park! 

Vinnie and Blake hanging out at the pool  

Friday night  6pm onwards family catch,  8pm  AGM,  9pm Blokes night out! 

Saturday   8am Breakfast out with the Mums, Grandmothers and girls 

  10:30-12.30pm  Workshop   

  1:30pm onwards meet at DeBrett hot pools for family fun! 

  5:30 onwards  Family BBQ dinner at the Pavilion  

Sunday Free time and pack up 
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A  Health Passport is a booklet that you can 

carry with you when attending hospitals or 

other providers of health and disability 

services. A Health Passport contains 

information about how you want people to 

communicate with you and support you. The 

Health and Disability Commissioner is 

working with District Health Boards (DHBs) 

throughout New Zealand to introduce the 

Health Passport into hospitals. 

Hutt Hospital and Wellington Hospital 

started using the Health Passport in a pilot 

study in April 2011 and staff at North Shore 

and Waitakere Hospitals began to use the 

Health Passport in November 2011. 

Whanganui DHB is also using the Health 

Passport.  Staff at Waikato Hospital are 

familiar with the Health Passport and are 

supporting patients to use it. Several other 

DHBs are now working with HDC to 

implement the Health Passport in their 

regions. 

Potentially this could be a helpful tool for 

families and individuals affected by fragile X 

to access appropriate service and support 

while in hospital. The idea is you inform 

reception staff that you have a Health 

Passport when you go to hospital, you keep it 

close to your bed at all times when you are 

there, and you remind all hospital staff who 

work with you to read it. 

 

 

Fragile X New Zealand Newsletter  Winter 2013      

 Heath Passport 

Section six is potentially helpful to 
people with fragile X; 

The Health Passport is available on the 
Health and Disability Commissioner 
website; 

www.hdc.org.nz 

Search for Health Passport 
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Education Strategies Arbaclofen Drug Trial: An Update 

On May 16, Seaside Therapeutics announced that it 

was terminating its open-label extension study of 

STX209 for FXS.  Seaside made it clear this was purely 

a financial decision, and it does not change their plan 

to seek FDA approval (which means a drug can go on 

sale in the US) for the drug for FXS.  This is dependent 

on the results, due later this year, of the double-blind 

study coming back positive.  

"We have not given up on STX209 (arbaclofen) for FXS 

(or for ASD - autism spectrum disorders). The last 

subjects in study 302 for children are wrapping up this 

week, and we hope to have those results (and results of 

our 301 study for adolescents and adults) by July/

August. If the results are positive, we will certainly go 

to the FDA with that." - Dr. Paul Wang from Seaside. 

In April Seaside announced that STX209 failed to 

improve social withdrawal in its 12-month autism 

study at an international meeting for autism research 

in Spain. Shortly after this announcement the large 

pharmaceutical company Roche decided to pass on its 

option to co-develop the drug with Seaside. It seems 

that the 'failed' autism study, and Roche's decision to 

withdraw funding is probably what led to the decision 

just a couple weeks later to end the open-label study of 

STX209. 

This was big news in the fragile X community in the 

US and internationally. Many families in the US are 

very positive about the results this drug produced for 

their family members affected by fragile X.  Some 

families have been seen life changing results in their 

children and are very distressed that the termination 

of the extension program now means Arbaclofen is not 

available. 

Fragile X targeted drug trials update; 

mGluR5 antagonist drug trials continue worldwide. The 

following  are the main studies; to watch- 

Phase II Safety and Efficacy of AFQ056 in both Adolescent 

& Adult Patients With Fragile X Syndrome (Novartis)  

 

Phase II study of RO4917523 in Patients (5- 50years) with 

Fragile X Syndrome (Roche)  

More information about research is available at 

www.fraxa.org 

Children with fragile X; 

 Like predictability - Using visual 

timetables in class alerts 

children what is happening 

during the day and an individual 

schedule or a tick list shows the 

breakdown of a task and what 

they are expected to do 
 

Like to know when something is 

going to be finished and also to 

finish things –Show a clear 

finishing point 
 

Visual learners –Don’t rely on 

spoken language to instruct 
 

 

Are simultaneous learners - 

Better at learning the whole 

thing rather than learning 

something in parts and then 

putting the parts back together 
 

 

Capacity to take in incidental 

learning - Use peer modelling 
 

 

Like to please - Use token boards 

to reward 

For  FXS learning resources visit   

www.marciabraden.com  

 

Strategies  
for Success 

Teach to children’s strengths, “If 

you teach to weaknesses, you will 

get low functioning learners as 

well as behavioural interferences” 

Dr Marcia Braden  
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I first met Sarah with her family several 

years ago.  We live in the same city and when 

my son was diagnosed with fragile X, their 

family of six children were the first family 

also affected by fragile X we met.  Three of 

the six children in the family have fragile X 

including Jordan 17 years, another adult 

sister and Sarah now 21 years old. 
Recently Sarah, her mum and I met up for a 

coffee and a catch up.  Sarah wanted to talk 

about fragile X and understand more how it 

was affecting her, so her mum and I listened 

and tried to answer any questions she had.  I 

found it an amazing experience listening to 

Sarah reflect on her recent experiences and 

how she felt about herself and her life.   

I asked Sarah if she would share some of her 

thoughts and experiences with others in our 

community. She agreed and this interview at 

a local café is the result! 

Andrea: When did you leave school Sarah? 

Sarah: I left half way through year 13, I was 

doing level 2 classes to finish level 2 NCEA, 

because I didn't want to leave with unfinished 

levels.  

Andrea: What did you do when you first left 

school? 

Sarah: I got introduced to a hospitality course 

actually and I spent 12 weeks there.  You do 

six weeks in the front of house and then the 

other six weeks in the kitchen, so you’ve got 

both.  Two days you do school work, it’s like 

related to hospitality, but they are also able to 

get you school credits.  So I got level 3 

hospitality. 

Andrea What did you do when you finished 

the course? 

Sarah: They guaranteed work so they put me 

with Squires Pub and Café, but due to a 

misunderstanding I wasn’t able to work there 

very long. I had panic attacks.  Immediately 

when I started they put me on all different 

shifts, for my very first job in the world they 

put me on shift work, and so it was quite 

daunting and stressful. And the fact that it 

wasn’t just a pub, it was a café, and it was a 

restaurant. They immediately put me on bar  

work which I never got the training for and I 

was only 17 at the time.  I remember I was 17 

because I wasn’t able to drink at one of their 

parties.  It was a learning experience and the 

money was pretty good.  They only paid half 

my wages and WINZ paid the other half.    I 

ended up going on the sickness benefit 

because of my high anxiety.  It was definitely 

a learning experience but I don’t want to go 

back. 

Andrea: It sounds like they completely threw 

you in the deep-end Sarah! 

Sarah: Oh yeah.  It isn’t my passion any 

more.  I mean I loved the customer service 

part of it and I honestly love to cook, but I’d 

rather cook in my own time (laughter), and 

with people who appreciate a good feed. 

After that went bust, I went back to feeling 

sorry for myself (laughter). Well you know, 

you’ve got to have a depressed day.  I just felt 

awful.  For a while  I was living with my 

mum, but then I said I need to move out to 

find my own path and all that, so I actually 

went to live boarding with a family friend but 

it was a triangle and mum always found out if 

I did anything wrong! So I moved out and 

moved to boarding with a mother with three 

children.  I survived for just over a year.  I 

would say surviving, because it wasn’t a good 

situation. 

Andrea: Sarah last time we meet up you 

talked about your time living independently 

in Invercargill and studying Animal Care. 

An Interview with Sarah 

Andrea Lee and Sarah meeting for coffee  
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Continued... 
 

 

Tell me how you ended up doing that. 

Sarah: Through the mum where I was boarding 

in Nelson, I got voluntary work at The Nelson 

ARK working with stray dogs.  Then I ended up 

having a kind of a falling out with the mother 

and I went back to mum’s place and it hit me 

like a ton of bricks the thought that I need to 

get out of here.  I can’t go back to my mum’s 

house, I feel like I have been defeated. I was 

trying to think of places that would be useful to 

me, so I thought Invercargill, I can do an 

animal care course for five months, and I 

thought yeah let’s do this! Then I started 

thinking how am I going to do this, 

accommodation and stuff.  But my 

grandmother had just moved to Nelson from 

Invercargill and through her, a family friend 

who owns a couple of flats found me a room and 

everything kind of  fell into place.  I was able to 

get the money and I was even able to get my 

first flight down on my own.  I flew to 

Christchurch and then the rest of the way was 

a road trip with mum. 

Andrea: Were you apprehensive about going 

down on your own? 

Sarah: A little bit, but I just thought how 

exciting it was, you know. And to be honest I 

couldn’t wait because it had taken a long time.  

First I had to wait to be accepted then I had to 

have a phone interview and then it was like 

yep, I got it.  Everything just fell into place like 

I was supposed to go. 

Andrea: What was the best thing about doing 

the course? 

Sarah:  My independence came back.  Honestly 

before I felt crippled. Even before when I had 

moved away from my mother, I felt dependent.  

I felt like I wasn’t myself, and I couldn’t stand 

it anymore. I didn’t know who I was. So I went 

down to Invercargill.  

Andrea: What were some of the hardest things 

about being down there by yourself? 

Sarah: I missed my family a lot. I made a best 

friend, a real good friend, but it got 

complicated. That lasted to the end of the year. 

But me and her had a falling out over money, 

so I was like, no that’s it, I’m moving out.  And 

so we got my stuff and I moved back up to 

Nelson. I live with my sister now.  She’s just 

had her second baby, she’s 3 months now.  Jess 

is like my big sister even though she’s younger 

than me. 

Andrea: What would you say is the biggest 

challenge for you living with fragile X? 

Sarah: The biggest challenge would probably be 

accepting that I am emotionally younger, just 

the fact that I’m still emotionally immature for 

my age.  Most of the time I get treated like 

sixteen.  It’s quite tough accepting that, but I 

have accepted it, but it’s still hard to keep 

telling myself that. Some situations I’m very 

immature but I just have to be me you know, 

and deal with it!  But I do find it hard to deal 

with because I try to act my age in situations 

where I can’t. But I have grown up, it’s just 

behind. I was always too scared to defy my 

mum when I was actually a teenager, which I 

now realise is not usual. My sister did it for me! 

Andrea: Any advice for others living with 

fragile X? 

Sarah: You’ve got to give the chance to get  

independence pretty early because otherwise it 

stunts emotional growth and how you feel 

about yourself. You need to find independence, 

even if it’s scary and you feel your anxiety go 

up. I’ve been on anxiety meds since 16.  But not 

right now.  I do still have the occasional anxiety 

attacks, but that would be because my routine 

would change or something was unexpected.  

Andrea: Thanks for sharing Sarah! 

Sarah in Invercargill  on her birthday! 
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Adair Family Update 

Well Kelvin now has a full time job. He started 

in November 2012 at EnviroWaste in 

Hamilton. He helps sort cardboard, plastic 

bottles and many other things. Kelvin works  

from  8am to 4.30pm and has to walk down to 

the bus to get to work. He doesn't like walking 

to the bus as he still has a sore foot from the 

accident he had a few years ago.  

We are having it looked at by a surgeon 

at present and he may have to have an 

operation to sort it out. We have our fingers 

crossed he won’t. 

He enjoys his work and gets on well with all 

the people there, they think he’s wonderful. 

The drivers give him cheek and he gives it 

back! 

Kelvin now lives in supported board with a 

family in Hamilton and he loves it there. When 

the weekend comes he does however want to 

come home and makes up all sorts of excuses to 

come home just in case we are doing something 

that he might like to do. He comes home every 

second weekend. If we ring him before the 

weekend he asks what we are doing and if the 

rugby or V8 racing is on, could he come home 

and watch it! 

 
Jenny & Steven  Adair   

Kelvin in his uniform for his  full-time job with 
EnviroWaste Services   

 

2nd Generation 
 

The 2nd Generation programme is part of the sibling support 
programme available to adult siblings interested in being an 
important part of the support and guidance of their disabled brother 
or sister. The person that will have the longest relationship with a 
person with a disability is his or her sibling.  As parents age it is often 
siblings who assume the responsibility for care. 2nd Generation 
assists siblings to come to grips with the often daunting and 
complex financial legal and welfare issues which arise with this 
responsibility. This free two day programme also focuses on ideas 
and knowledge to help their sibling attain a good life, create circles 
of support, and assist them to seek out support for themselves.  www.parent2parent.org.nz 
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Fragile X New Zealand have a 
lending library that includes 
books, audio-visual material and 
educational information about 
fragile X.   

Recently we have updated our 
stock with newly published 
books.  Over the coming newslet-
ters we will continue to profile 
the new books.  You can however 
view the full list of books, and 
other material available on our 
website. 

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 num-
ber of items that can be bor-
rowed at one time. 

2. We cover the costs of deliv-
ery to the borrower. 

3. The borrower is required to 
pay the costs of returning bor-
rowed 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 li-
brary. 
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Fragile X New Zealand  

Library 

Movie Review 

 

This remarkable and heart warming British movie by 

filmmaker Will Spicer and his journalist sister Kate 

Spicer is about their mission to take their 40-year-old 

brother Tom from Devon to Los Angeles via Las Vegas to 

meet his long time idol, Lars Ulrich, the drummer of the 

heavy metal band Metallica. Tom is affected by fragile X 

syndrome, what his sister Kate, interestingly calls "a 

sort of autism with bells on". He has for many years 

repeated ‘wana meet Lars’. Obsessions and strong areas 

of interest are something those of  us who live with 

fragile X know well! 

After hearing this for many years, sister Kate decides 

she will try to make it happen. After all, as Kate says in 

the movie, everyone should have at least one great 

adventure in their life! The adventure involves the whole 

family. It also involves meeting Randi Hagerman at the 

MIND Institute.   

Together Kate, Will and Tom go on a Mission to Lars. I 

highly recommend watching this movie to see where the 

adventure leads, I guarantee you will see lots to make 

you both laugh and cry.  Andrea Lee 

 

We now have a copy of this movie in the FXNZ Library! 

 

http://www.guardian.co.uk/music/metallica
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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: 1 September 2013 

Sincere thanks to our generous sponsors -  

  


