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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 usually 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 

Nic Cuthbertson  

Bronwyn Markey 

Raymond Dickinson 

Louise Smith 

 

Executive Director  Andrea Lee 

andrea@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 

  

What is Fragile X? 
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about fragile X convinced us that parents needed to know that it was not a 

case of (in the paraphrased words of Anne Smith), “your parenting is crap and 

you just need to be more firm and consistent”. I didn’t develop the programme 

but I did come up with the name, and for me NO LONGER FRAGILE didn’t 

just refer to the child but to the whole family: strategies to build resilience, to 

harness our strengths, to celebrate success and to develop a vision for the 

future.  

Our future now involves settling into Wairarapa life, connecting with a new 

community, lots of tractor work for Ben, lots of pottery and train trips for 

James, and for now at least a rather long commute for me. Anita has landed a 

great new job as the local coordinator for Autism NZ, perfect for building 

those connections. 

As discussed at our AGM, we are keen to refresh the board of trustees, with 

many of us being in the role for a decade. So, I am particularly pleased to 

announce three new trustees have joined our team. Louise Smith, Bronwyn 

Markey and Raymond Dickinson are all parents of fragile X children and have 

a great set of skills in business, finance and healthcare that will be put to good 

use. Welcome aboard! 

Also at the AGM, we agreed to change Andrea’s job title (and further down 

the track it might even come with an increase in salary!). Andrea is no longer 

our national coordinator. She is our Executive Director. This is a more 

appropriate title for Andrea given that she does much more than simply 

coordinate activities: she runs the organisation. So, this change in job title 

reflects that the board of trustees has confidence in Andrea to manage our day

-to-day operations, including specific committees and any staff we may hire 

(plans are afoot there too). Andrea remains accountable to the board but she is 

free to take a lead role in developing and implementing strategic plans for 

FXNZ. Needless to say, I have complete confidence in Andrea’s abilities to 

steer our organisation in a course that continues to be family-centred and 

focussed on a less fragile, more resilient future for us all. 

Nga mihi nui, Chris  

PS – not entirely breaking ties with the Hutt valley and Wellington of course. 

It is only an hour’s drive away! 

Kia ora tatou, 

Well it’s the end of an era for the Hollis/

Nicholls family. We’ve left the Hutt Valley 

for the Wairarapa, and in doing so are 

breaking ties with the fragile X connection 

that sustained us over the past 20 years – 

the families of the Hutt Valley kept us sane 

and gave  the confidence to try and build 

the family focussed support network that 

we have today.  The discoveries we made 
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National Coordinator’s  Update  

 

ways FXNZ supports and educates the 

community to help our children and young 

people to be their very best.  Dr Marcia 

Braden was here at the beginning of the 

journey and development of the programme so 

it was fitting that she was here again running 

workshops as we celebrated 10 years.  Around 

100 family members and professionals learned 

strategies for success in both education and 

daily living.  Many families also took the 

opportunity to have one to one sessions with 

her.  Thank you to everyone who supported 

the workshops and helped organise and 

fundraise for the event. 

We combined Marcia’s visit with our annual 

Fragile X Family Gathering.  It was our 

biggest yet with over a 100 people taking part 

over the weekend.  We visited Sheepworld, the 

Waiwera Hot Pools and even managed a visit 

from the local fire station with their fire truck 

and a demonstration from the local volunteers.  

The children enjoyed jumping into the fire 

truck!  See phones from the weekend later in 

this issue. 

Anne Smith has written an insightful piece 

later in this issue and has offered to work with 

families in her professional role as a clinical 

psychologist.   Families can finally potentially 

access behaviour support by a professional 

who knows fragile X.  

I hope your children have settled well into the 

new school year.  Andre has started a new 

school but I’m pleased to report that with lots 

of prior planning, visits, photos, a social story 

and a video of the teachers welcoming him, he 

has started the year well.  Please share all the 

fantastic resources we have specific to fragile 

X and the fragile X learning style with your 

teaching team this year.  It can make a big 

difference to the success our children can 

achieve.  

On a sad note I’d like to acknowledge Trish 

Hall’s passing.  Trish and Ian have an adult 

son with fragile X and have been part of our 

community for many years.  Trish sadly died 

at the end of last year.  She left a generous 

bequest to FXNZ to support the community. 

Our condolences to Ian and the Hall family. 

 

Th i s  i s s u e  w e 

celebrate the 10 year 

anniversary and 

success of the No 

Longer Fragile X 

education workshop 

programme.  Just one 

of the many great 

Andrea Lee 

 
 

 

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 
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Strategies for Success Workshop 

In October 2017 Dr Marcia Braden visited NZ 

and presented about fragile X. SLT Lynne 

Hayes also presented.  The presentations are 

available online at www.fragilex.org.nz   

FXNZ Annual General Meeting 

The FXNZ AGM was held 28th October in 

Orewa, Auckland as part of the annual 

Fragile X Family Gathering. Thanks to those 

who attended and shared there ideas.  

Meeting minutes are available upon request. 

Annual Fragile X Family Gathering 

In October we held our biggest gathering yet 

with over 100 people taking part over the 

weekend including family fun at Sheepworld, 

Waiwera Hot Pools and a shared meal 

including Fire trucks and real Firemen! 

Fundraising 

Huge thanks to Leona Byrne and Patricia 

Norman for the fundraising Quiz night held 

in Auckland in July. Just over $3,000 was 

raised.  FXNZ also held an online auction via 

Trade Me which raised around $800. 

Fragile X Clinical Forum 

FXNZ together with Dr Andrew Marshall 

held another Fragile X Clinical Forum in 

September.  We aim to run another later this 

year.  Please get in touch if you would like to 

take part. 

NZORD Symposium 

Bronwyn Markey and Raymond Dickinson 

represented FXNZ at a recent NZ Rare 

Disorders organisation Symposium making 

some helpful connections for the future. 

‘No Longer Fragile’  Workshop  

FXNZ again received funding from the IHC 

Foundation to support our NLF workshop in 

schools. We continue to  receive fantastic 

feedback  about the program and the 

difference it makes to education teams in 

understanding the strategies and 

interventions that support getting the best 

results for children affected by fragile X. Over 

100 professionals and families have recently 

taken part. Please get in contact if you’d like 

more information.  

International Fragile X Conference 

NFXF Fragile X conference, July 11-15th 

2018, Hyatt Regency in Cincinnati, Ohio  

www.f rag i l ex . or g / n fx f - internat iona l -

conference  

Facebook 

The FXNZ Facebook page www.facebook.com/

Fragilexnewzealand  continues to be a good 

way to raise awareness about fragile X and 

share fragile X news and events.  If you are a 

parent and would like to join the parents 

group let Andrea know. 
 

 

  

Useful websites and links 

 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 

 For information about education 

and behaviour in Fragile X 

www.marciabraden.com 

 I n f o r m a t i o n  a b o u t  F X T A S 

www.fxtas.org   

 Fragile X research  www.fraxa.org 

 People First www.peoplefirst.org.nz 

 Parent to Parent New Zealand  

www.parent2parent.org.nz 

 D i s a b i l i t y  C o n n e c t 

www.disability.org.nz 

 E n a b l i n g  G o o d  L i v e s 

www.enablinggoodlives.co.nz  

Summer 2017/18 Fragile X New Zealand Newsletter  

An Update From FXNZ 

http://www.facebook.com/Fragilexnewzealand
http://www.facebook.com/Fragilexnewzealand
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Celebrating 10 years of No 
Longer Fragile Programme 

 

Thank you to everyone who has 

contributed to the success of the No 

Longer Fragile Education  Programme as 

we celebrate the first 10 years! 

The No Longer Fragile (NLF) Education 

Programme was developed by Anita Nicholls and 

Jodi Heenan with the generous support of the 

Todd Foundation.  US based fragile X specialist 

and Educational psychologist Dr Marcia Braden 

advised on the content development. It began 

with two very successful workshops by Marcia 

Braden organised by Fragile X New Zealand 

(FXNZ) in Wellington and Auckland in 2007. 

The overall goal is to build inclusive 

communities by strengthening, building capacity 

and empowering whānau, schools and 

communities to realise and support the potential 

of people with fragile X.  NLF is designed to 

share resources and information about the 

fragile X learning style. It aims to increase 

understanding of the importance of the 

neurobiology of fragile X syndrome and how it 

affects self-regulation and learning.   

The programme is unique in that it has been 

developed by and delivered by families and 

parents living with fragile X syndrome.  For the 

first five years Anita Nicholls, an early childhood 

teacher, former parent presenter for “tips for 

autism” and parent of two now adult sons with 

fragile X syndrome presented the workshop often 

alongside Jodi Heenan.  Jodi is a parent of a son 

with fragile X syndrome and a primary school 

teacher. For the past five years Andrea Lee has 

presented the workshop in her role as National 

Coordinator for Fragile X New Zealand.  Andrea 

also has an education background and a son with 

fragile X syndrome. 

With the initial support of the Todd Foundation 

and then in recent years the ongoing support 

from the IHC Foundation, FXNZ has presented 

the NLF workshop programme to parents, 

whānau, schools, teachers, specialists, support 

staff and students at schools in Whangarei, 

Auckland, Cambridge, Thames, Rotorua, Taupo, 

Gisborne, Masterton, Levin, Lower Hutt, Upper 

Hutt, Wellington, Nelson, Motueka, 

Christchurch, Dunedin and Balcultha. Over 40 

programmes have been run over this time, each 

one individualised to the group. Feedback on the 

programme has been overwhelmingly positive.   

As we celebrate the 10 year anniversary of the 

NLF programme we reflection on the wide 

ranging impact it has had for parents and 

whānau and in the community.  Here’s some 

feedback from the workshops: 

Silverdale Kindergarten, June 2017; 

Excellent, practical information and strategies.  

It makes such a difference to have parents/

whanau/professionals on board working 

together. 

Danielle McNaughton, Head Teacher 

Thank you so much for your very informative 

presentation. There was new learning for me, 

particularly around arousal levels and it makes 

perfect sense knowing the boys. 

Susan Harsent, SLT, Ministry of Education 

Awesome. So appreciate that Andrea was able to 

come and offer this workshop. 

Bronwyn Markey, Parent  
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Advanced Strategies for Success 2017 workshop presentations with Dr Marcia Braden: 
http://www.fragilex.org.nz/__data/assets/pdf_file/0019/61417/Advanced-Strategies-for-Success-
Education-2017-Handouts.pdf  
 

 

 

Thank you for sharing your knowledge and 

personal experiences – very valuable 

Learning Support Advisor, Rotorua Ministry of 

Education, 2017 

Thank you for all your time, energy and passion.  

You’ve helped us and Flynn more than you can 

know.  We’re feeling so positive and excited 

about the future for Flynn. 

Parent, Auckland, 2015 

Hobsonville Primary School, May 2015; 

Very well delivered and lots of practical 

strategies we can use Amanda Neighbour, 

SENCO 

“Thank you so much for the Professional 

Learning held at our school yesterday. I have 

had lots of positive feedback from staff which is 

fantastic!” Anne Leith, Principal 

We just can't thank you enough Andrea. I can 
see what impact the information/ideas and 
strategies have had already and am so excited to 
see where it will all lead for Cruz and the school.   

Krista Payne, Parent, Pukekohe 

I really loved the way you made it a ‘workshop’ 
and incorporated the group’s knowledge of 
Connor - I feel really strongly that those who are 
with Connor on a daily basis are the true 
experts, particularly family.  I also really liked 
the ‘real life’ examples that you gave and 
appreciate you sharing a part of your own story. 

Ella Isaachsen, Occupational Therapist, Ministry of 
Education - Special Education 

Hi my name is Sally Wilson and I am the 
Principal at Raurimu Avenue School. We had a 
workshop at our school that was led out by 
Andrea regarding Connor a most fantastic five 
year old that is helping us to understand his 
world with Fragile X. We are very passionate 
about Inclusive education – it benefits us all - 
and Andrea’s presentation was relevant, warm, 
educative, interactive and very user friendly. We 
(the staff of Raurimu Avenue School) felt a 
genuine sense of connection to all and we now 
look forward to maintaining this relationship 
which has the united kaupapa of “success for 
Connor”. Once again thank you for this 
opportunity.  

Sally Wilson, Principal of Raurimu Avenue School, 
Whangarei 

FXNZ aims to present schools with the best resources explaining  
the strengths and challenges of children with fragile X. We 

personalise each workshop to the individual child. 

The goal is to bring the team together (teacher, specialist teacher, 
TA’s, SENCO, any MOE specialist support and parents) to briefly 
explain fragile X and how it affects the child, and adaptations and 

strategies that will support learning and behaviour. 

The workshop is free to schools 

No Longer Fragile 
Education Workshop 
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Annual FX Family Gathering 
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Hello everybody. Here is a summary of 

our journey and a plea for people to get 

help when they need it. 

Once upon a time we had a difficult child….which we 

did not know had Fragile X, just a regular toddler, 

who may have been a little deaf (from a cleft palate 

surgery and ear infections); but a lot more stubborn 

than others, who would not give in to authority and 

‘do as he was told’. He would sit on the stairs, refusing 

to come home, he would sit in the middle of the street 

fiddling with his socks and shoes, stuck and unable to 

move, despite the danger. And he had another million 

stressful ideas that drove us mad at the time (now we 

think they are funny in hindsight, of course…) This 

was all very infuriating for a toddler; but when he 

started to grow it became worse, he became violent, 

and a public liability. He bit the neighbour’s daughter, 

hammered someone’s head at Kindy, broke things at 

home and lashed out at his sister and us. He was only 

small so it did not hurt the adults so much, it only 

hurt our hearts and understanding. He still did not 

give in to threats and authority, and we were not used 

to that, we did not comprehend it...       

It took us a long time to even realise that we needed 

help and the situation was not normal, the feeling of 

isolation was intense; we were so adamant that we 

could sort it out ourselves, and did not feel entitled to 

any support. We were so close to the problem that we 

did not recognise it as a problem… We did not have 

any perspective. Of course there was also some shame 

involved, that we (so clever and self-reliant) were 

locking horns (and loosing) to our toddler son’s strong 

will, creating a psychopath monster with our (surely 

flawed) parenting style… we were locking horns with 

a toddler, wondering what the teenage years would 

bring… 

And when we did realise that we were not coping with 

the boy, we did not know where to turn. We started 

another chapter of useless encounters: the GP told us 

“boys will be boys, there is nothing wrong with your 

kid, it’s just a phase”, the Plunket Nurse gave me a 

pat on the back for being such a patient mother, the 

Special Ed psychologist called in by Kindy told us our 

parenting was crap and we needed to be more firm 

and consistent with the boy… the local family violence 

service (we had started to hit our son) did not know 

anything about much else than domestic violence 

engendered by alcohol and poverty, CYFS told us that 

we were too intelligent and articulate to be their 

clients. Arghhhh! 

So we cried, and we wondered about giving the boy up 

for adoption before one of us was sent to jail or to the 

psychiatric ward… 

But help came in the end, when the nicest (and most 

professional) social worker stayed by our side, 

organised respite, and badgered the medical services 

until we had an answer to the question: “what’s the 

matter with our boy?” She pestered the genetic 

services and the medical profession until tests were 

done and results communicated. Then at last we knew 

he had Fragile X. She did that very professionally and 

calmly (which we were unable to do at the time), but 

also with as much persistence as a dog with a bone.  

 And she helped some more, until we had found the 

Fragile X trust and the community we are part of 

now. She stayed with us until we could walk on our 

own with the supports we had in place. We will feel 

grateful for a long time for her gentle and efficient 

intervention. 

We discovered the genetic condition and realised our 

parenting was not so crap after all, none of his 

behaviours were our fault, they were just linked to the 

strange wiring in his brain, and we just did not have 

the strategies and the knowledge required by the 

condition. 

 The Fragile X journey itself has been a lot easier than 

prequel before the diagnosis. And we found comfort in 

the ability to learn and adapt our parenting style to a 

way that would work for our boy. We started to realise 

that many of the efficient strategies had to be counter-

Getting Help with Fragile X: 

Anne Smith — Our Journey 
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 -intuitive. 

We discovered the tricks to successfully interact 

with our son without overwhelming him constantly. 

We stopped talking to him directly and making eye 

contact, we stopped asking questions, we no longer 

expected him to conform to our family rhythms, we 

made up new rhythms based on the knowledge of 

what would work for him. We learned how to 

compromise between our expectations and the 

realities that he could deliver.  

Lots of the parenting advice we got from our new 

friends, our fellow Fragile X parents (some of which 

are educators and had just devised a “no longer 

fragile” workshop full of interesting insights to 

share with the schools). We went to the 

International Fragile X conference in the States, we 

went to the MIND institute and we were examined 

thoroughly. We wrote to Louise Gane and Dr Randy 

Hagerman, we read books and kept afloat with the 

developments of understandings in international 

research. 

In returning to New Zealand and dealing with the 

professionals, we have repeatedly had the 

impression that we knew a lot more than them. We 

have had to educate the GPs and paediatricians as 

well as the schools and Special Education teams 

about Fragile X in general and then how it applies 

to our son. Sometimes this was well received and 

other times we ran into resistance and it was not so 

easy. We learned how to jump through the hoops 

our incredibly bureaucratic system has in place, and 

in the end we managed to achieve our goals to our 

son’s benefit. 

Since the first struggles a lot has changed. We are 

more than 10 years further down the track and our 

boy is close to adulthood, a productive member of 

his community and a pleasure to be around. We 

have changed our life-style a lot to accommodate 

him and have no idea what we would have become 

without him to guide us in the direction we have 

taken. We know this is not the end of the road and 

we still have a lot to learn, but we are now coming 

to a phase where we can put our knowledge to use 

for the benefit of others. From our journey with our 

children we have learnt a lot. 

We know that having a child with Fragile X can 

result in the family experiencing: 

 Shame and guilt 

 Isolation 

 Helplessness and being overwhelmed daily 

 Despair and feeling under-equipped 

 

We know that the time around the diagnosis is the 

hardest of all, and involves a process of grief for the 

family. 

Having efficient support with the understanding 

and the idiosyncrasies and behaviours can lead to: 

 Feeling brave enough to request help 

 Feeling supported 

 Feeling empowered 

 Being able to deal with the challenges 

 Lots of coping strategies 

 Overcoming hurdles 

 

I have recently remembered that I am trained as a 

clinical psychologist and, as I am now working 

independently, my work is becoming more flexible.  

It is taking on a wider scope, so I can utilise my 

professional knowledge to the advantage of our 

Fragile X community. I am not yet sure how this 

could look. If you have any ideas or queries, please 

let me know. So far Marcia Braden has offered to 

mentor my work if required. I already doing 

individual work on Skype for people who are too far 

for a face-to-face intervention. I can work with 

individuals directly, but it would be a lot more 

efficient to have family members involved. 

Anne Smith, Clinical Psychologist 

202 Bella street 

Thames 3500  

Ph: 021 0231 3160 

Anne.smith2683@live.com 
Registration: NZ board of psychologists 

90-04960 

 

 



12 

  

  

Fragile X New Zealand Newsletter  Summer 2017/18      

 
 

 
 
 
 
 
 
 
 
 
 
 
The National Fragile X Foundation’s USA conference is the largest of its kind in the world and geared toward 
all members of the Fragile X community: individuals living with Fragile X, family members, caretakers, 
professionals and researchers. It occurs in a different selected city every two years. 
The majority of the conference sessions are “Family-Friendly” and cover all Fragile X disorders (FXS, 
FXTAS, FXPOI, and more), with the greatest number of sessions focusing on FXS. In addition to the family-
friendly sessions there are many scientific and technical sessions. 
Benefits from attending include: 
 Learn new techniques, behavioural interventions and coping strategies 
 Discover the latest research by some of the world’s leading Fragile X experts 
 Connect with researchers, clinicians, educators, psychologists and parents 
 Start new international friendship and reconnect with social media friends 
 

www.fragilex.org for more information 

Bradley Caffell won 3 Gold 
medals and a Silver medal 
including a 160kg deadlift!  

FXNZ Community  News 

Liam and Danielle both voting 
for the first time in the elections Harrison after winning Gold at the 

Special Olympics  
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Disability System Transformation: What you need to know 

The NZ government has in recent years tried 

different initiatives for disabled people and their 

families to have better disability support services 

and more choice and control.  These initiatives have 

been restricted to certain parts of the country and 

have included Enabling Good Lives (EGL) in 

Christchurch, Choices in the Community in the 

Waikato, Local Area Coordination and Enhanced 

Individualised Funding. 

In February 2017, Cabinet agreed to ‘an overall 

approach, based on the Enabling Good Lives vision 

and principles, to transforming the cross-

government disability support system’.  A new era of 

disability support system transformation is 

beginning and the fragile X community can prepare 

by understanding what is happening. 

Currently, groups of disabled people, families, 

whanau, providers and officials are working together 

on the key things to happen in the first full 

transformation which will take place this year in the 

Mid Central Region. We don’t yet know what the 

final version of support services will look like.  

However, there are several things that are likely to 

be core elements of the new system. These things 

include people having: 

 A new way to work out funding packages that 

is strength-based (rather the current deficit 

based system via a NASC) 

 Personal budgets 

 A range of ways families can choose to manage 

their budgets 

 Access to an independent person (a Connector) 

who families can use to explore options and 

ideas  with 

 Easier access to crisis support – in times when 

life gets overwhelming for families 

 A regional and national leadership approach 

where disabled people and families have key 

roles 

These changes are intended to result in disabled 

people and families having more say in creating good 

lives for themselves, easier systems, and a much 

greater ability to build supports that work for them.  

This presents a great opportunity for us to design 

and create supports that work for our family 

members affected by fragile X. We will potentially be 

able to refine ‘the new system’ creating unique 

opportunities for success based on the strengths and 

challenges of  fragile X. 

It is intended to add new opportunities to do things 

differently, not take away services that are currently 

working well for families.  If you are happy with 

existing supports, it is likely you can continue with 

them while also choosing to have the service manage 

your budget.   

The System Transformation is an opportunity for us 

as families to begin to think differently. The things 

we need to start thinking about to make the most of 

the new opportunities include:  

 Thinking about what a good life looks like for 

our family (values, dreams and goals) 

 Being clear in expressing what we want 

(sometimes we are better at expressing what 

we don’t want) 

 Knowing some basic ways to negotiate with 

others (support services) 

 Becoming clear about how much we want to do 

ourselves and what we want others to do (from 

a range of options) 

 Ways we can monitor and positively influence 

things as they roll out 

The timeline for the changes is not finalised.  

However, it is likely to start in the Mid Central 

Region, 1 July 2018. It will take time for all of us to 

become clear about what these changes really mean, 

and how we can best use new opportunities. 

To keep up to date with progress there’s a website 

www.enablinggoodlives.co.nz  

 Information Source: Mark Benjamin, SAMS 

http://www.enablinggoodlives.co.nz


14 

  

Summer 2017/18 Fragile X New Zealand Newsletter  

Transition Ideas for School 

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.  
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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, 
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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: Friday 16th March 2018 

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…. 

  Funding to support the No Longer Fragile Workshop in schools 

  Funding to support families to attend  the annual Fragile X Family Gathering 

  Support for the new Fragile X Language programme 


