
  

  

  

July Fragile X Awareness Month 2017 Issue 

 

Dr Marcia Braden 

is coming to 

Auckland, NZ! 
 

25-28th October 
2017 

 Dr Marcia Braden Fragile X Workshop  
Date: Friday 27th October 2017 

Time: 9:30-2:30pm 

Place: North Harbour Life Development Centre 
40 Bronzewing Terrace, Unsworth Heights, North Shore City 

Contact admin@fragilex.org.nz for more details 
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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  

 

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 - Dr Marcia Braden 

What is Fragile X? 
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over the past year and a bit. But for those who rely on these 

newsletters to keep in touch with our activities might have 

wondered where we were. It really goes to show how we rely 

on one person right now. You can read about how Andrea, 

Dan, Andre and Yasmina coped with their traumatic 15 

months in Andrea’s report and Andre’s letter. All I wish to 

add is to say how pleased we all are that Dan is back at work, 

Andre is back at school and Andrea now has sufficient time to 

fit in completing the newsletter in between all the rest of the 

FXNZ work she’s undertaken in the past year. I will also add 

that I am very proud of the fragile X community in the way 

we rallied round to support this amazing family. Well done to 

you all! 

But here’s the thing. This event has really brought it home to 

Andrea and me, that we need to continue to grow the team. 

Andrea does so much in terms of supporting families, 

running the "No Longer Fragile" workshops, the clinics, and 

raising awareness the length of the country through multiple 

ways, as well as seeking the funding that helps us do all 

these things. Neither Andrea, nor me, nor the rest of the 

trustees will be in our roles forever, so how about 

volunteering for a role within the organisation? Newsletter 

Editor, Membership Secretary, Fund-Raiser are three that 

spring to mind. If you are willing and able to help, please 

contact Andrea or me. 

As Marcia Braden says in the following pages, transitions are 

hard. Even my famous son, NZ Youth Awardee James Hollis, 

will vouch for that, having cried himself to sleep the first 

week of his Polytech course this year. But just as James has 

found (you can’t keep him away from the course now), try it 

out for a bit and you will wonder why you didn’t offer to help 

out years ago. 

Kia Kaha, Chris 

Kia ora whanau! 

I am so pleased to see this 

newsletter out at last. I realise 

that many of you keep 

connected  with FXNZ through 

our very active Facebook pages 

and those of you will know that 

we have been keeping busy over 
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National Coordinator’s  Update  

 

received after the serious car accident we 

were involved in last year.  I’m pleased to 

report that both Dan and Andre are 

recovering well and we are adjusting to our 

new normal. Dan is back at work full time 

and Andre almost back to full time school.  

Andre is now walking well and just completed 

1.4km in his school cross country!  His arm 

and hand are limited in movement after the 

stroke but he does continue to make progress.  

You can read a letter he wrote later in this 

issue to learn more about what happened to 

Andre who has FMFX and was 11 when the 

accident happened. The past year has been 

difficult and challenging for our family, to say 

the least, but it has shown me how resilient 

our fragile X journey has made us.  We also 

knew how to work with the doctors and 

therapist helping both Dan and Andre and 

navigate the systems we found ourselves in. 

Planning is in full swing for  fragile X 

behaviour and education specialist Marcia 

Braden’s visit to Auckland later this year.  I 

hope as many families as possible take the 

opportunity to hear Marcia speak.  There is 

probably no psychologist who knows more 

about FXS and it may be the last time she 

visits NZ before she retires.  Marcia has 

contributed hugely to what we know about 

fragile X in both boys and girls. 

July is Fragile X Awareness Month and we 

take this opportunity to share information 

and facts about fragile X throughout the 

month.  We will also hold a variety of events 

we hope you will be part of!  In Auckland 

there’s a Trivia Night on the 22nd July 

generously organised by Leona and Patricia. 

Also around the 22nd we will have ‘Go Green 

for Fragile X’ day throughout the country.  

Please join in the fun and share your photos 

on Facebook.   

Facebook continues to be a valuable way to 

share information and connect with one 

another.  I hope you ‘like’ the FXNZ page and 

share posts during July! 

 

There’s lots to share 

s in ce  o ur  las t 

newsletter - Thank 

you for your patience!  

Firstly I’d like to 

thank everyone again 

for the incredible 

support our family 

Andrea Lee 

 

Fragile X Family Gathering 

27-29th  October 2017, Auckland  

All fragile X families 
welcome!!! 

Come and join the fun!   

This year we will run the Fragile X Family Gathering at the same 

time Marcia Braden is visiting NZ! The program will include all our 

usual fun activities like the mums breakfast, a blokes night, a 

shared BBQ dinner, a workshop, the AGM and family fun 

activities.  Contact admin@fragilex.org.nz to register 
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ORS & Boys with FXS 

FXNZ representatives, Chris Hollis, Anita 

Nicholls, Andrea Lee and James Hollis met 

with senior staff at the Ministry of Education 

in February to request a review of verification 

rates of boys with fragile X.  We are currently 

waiting on the results of this review.  Thanks 

to the families who agreed to us sharing their 

stories. 

Special Education Review 

FXNZ contributed to the Special Education 

(now called Learning Support) update which 

took place last year.  There’s a move to invest 

in early intervention which we know works 

well for our children. Importantly for our 

community, it seems the ORS package will 

not change and the funding and support levels 

will remain in place. 

‘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.  

Fragile X Language Program 

Together with experienced speech language 

therapist Lynne Hayes we are currently 

developing a specialised FX language program 

based on a research project currently taking 

place at the UC Davis University MIND 

Institute.  Read more about this research 

later in this issue. 

Fragile X Research in NZ 

Nicole Edwards at the Dept. of Pharmacology 

and Clinical Pharmacology, University of 

Auckland has received funding from the 

Neurological Foundation; “Modelling the 

neurodevelopmental disorders fragile X 

syndrome by Direct Reprogramming” 
 

Melatonin funded by Pharmac 

From 1st July Pharmac will fund Melatonin 

in children and adolescents in 

neurodevelopmental disorders like FXS. 
 

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.  You can 

visit the page without having a Facebook 

account.  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 

a n d  b e h a v i o u r 

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 

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

www.imaginebetter.co.nz 

 Health Passport www.hdc.org.nz/

about-us/disability/health-passport 

Winter 2017 Fragile X New Zealand Newsletter  

An Update From FXNZ 

http://www.facebook.com/Fragilexnewzealand
http://www.facebook.com/Fragilexnewzealand
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Proactive/Reactive Behaviour 
Management 

 

 

 
 
 

Dr Marcia Braden   

 

Behaviour management continues to be 

of tremendous importance to parents and 

professionals. Understanding the etiology of 

behaviour in people with FXS is critical when 

creating proactive strategies to successfully 

manage that behaviour. Knowing the triggers 

and manipulating the environment can often 

succeed in preventing the person with Fragile X 

syndrome (FXS) from engaging in problem 

behaviour. 

 

This became apparent recently when consulting 

with a family whose son engaged in self-injurious 

behaviour (SIB), which included hitting his 

forehead with his fist when he was in noisy or 

crowded environments. The trigger was not 

obvious because he loved going to restaurants and 

looked forward to going until he got to the door. 

The obvious remedy was to avoid all crowded and 

noisy places, but how realistic is that? Not only is 

it unrealistic, but it is not a good way to increase 

independence. 

 

Best practice would be to identify the antecedent 

and develop ways in which the person with FXS 

can be desensitized to the environment. We would 

call this a lesson in self-regulation. In other words, 

the person would learn that before he enters a 

noisy environment, he would put on his ear pods 

and play music on his iPod or wear headsets 

that would muffle the sound. This would teach 

replacement behaviours that could help him 

throughout his lifespan. 

 

The other part of the discussion coming out of the 

behaviour symposium was the emphasis on the 

consequence, especially when the consequence 

could in fact help maintain the behaviour. Taking 

the example above, removing or avoiding loud 

environments could be construed as a 

consequence. When the person enters the noisy 

environment and engages in SIB by hitting his 

head, he is removed from the environment. This 

has the effect of rewarding him for hitting his 

head by removing him from a situation he 

considers aversive. I contend that it is generally 

preferable to teach him how to handle 

noisy environments via effective behaviour 

shaping strategies rather than reacting by avoiding 

those environments. 

 

This example provides a revealing contrast 

between proactive and reactive strategies. While 

both may be necessary at given times, putting 

more energy and emphasis on figuring out 

the antecedents makes more sense in the long 

run because it leads to a more adaptable 

individual who can better manage his responses to 

stimuli in a wider variety of settings. 

The example above is not unique. After getting 

background information and observing a number 

of behaviours, there appears to be similar 

antecedents that relate directly to the 

behavioural etiology. In an attempt to make sense 

of the problem behaviors, I have comprised a list 

from 50 intake forms and clustered them into 

categories. The chart that follows lists a variety 

of behaviours most often presented during the 

intake. The chart clusters the behaviours and lists 

corresponding remedies. Although some of the 

behaviours occur mostly in boys, girls may also 

engage in variations of each behaviour, though in 

a less direct manner (especially in the area of self-

abuse). 

 

 

 Dr. Marcia Braden is coming to 

Auckland 25-28th October! 
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CHANGE IN ROUTINE 

Individual may demonstrate difficulty reacting to changes or show strong reaction to changes in 

routines. Try setting a visual schedule. If a change is scheduled, train the child to anticipate it by 

placing a question mark in the schedule to prompt the changes. Write a social story about the schedule 

and changes in routine. 

 

TRANSITION 

Individual may act out when we arrive at places of high interest and preference, stall when entering a 

building or get in the car but won’t get out when you arrive at your destination. Crossing the threshold 

creates much anxiety because child cannot anticipate what is happening on the other side. Give a task 

or job to do when crossing the threshold or getting out of the car. 

 

SELF-ABUSE 

Individual may bite hand or pound their head with their hand with they’re stressed. They may slap 

their own face hard when told no. It’s possible they will obsessively pick at scabs or sores. Provide 

them calming activities within a sensory diet, as suggested by an occupational therapist. Redirect their 

behaviour by teaching a replacement behavior or provide bracelets or hair bands for their wrists to 

provide an alternative to picking. Consider restructuring the way the child is told no. 

 

SENSORY 

Individuals will likely stuff their mouth with food, chew their sleeve or shirt, cover their ears or only 

wear particular types of clothing/fabric. Try reinforcing chew and swallow before subsequent bites. 

Provide chewies to avoid chewing on clothing or body parts. Noise cancelling ear phones can address 

noise sensitivity. Clothing can be challenging but try softer fabrics and looser shoes, such as sandals, 

flip flops or crocs. 

 

INATTENTION 

Individuals may seem distractible when required to sit for long periods of time and show poor impulse 

control, which usually gets worse when under pressure. Use a token board to summon attention and to 

provide a tangible way to show how long child needs to attend to the activity. Provide self-regulation 

to slow down by introducing deep breathing exercises or counting  

 
Marcia Braden, PhD is a licensed psychologist with a clinical practice 
specializing in children and adolescents. She is a former teacher with experience 
teaching general and special education. She has written and published numerous 
articles related to education and behavior management strategies, techniques, and 
interventions. Dr. Braden is a member of the Scientific and Clinical Advisory 
Board to the National Fragile X Foundation and is a member of the Advisory 
Committee for the Hill Springs Learning Center. Dr. Braden frequently consults 
with parents, therapists, educators, and medical staff about effective treatments. 
Respected for her work internationally, she has presented at numerous 
conferences and workshops about Fragile X syndrome, autism, and other related 
disorders. 

 Reprinted with thanks to; 

www.fragilex.org 
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NZ Youth Award—James Hollis 

Congratulations from FXNZ!!! James receiving the NZ Youth Award at Parliament 

Buildings from Ministry Nikki Kaye 

James Hollis received a New Zealand Youth 

Award in a ceremony in  Parliament  in April  

2017.  Ministry Nikki Kaye presented James 

with the award in recognition of his 

contribution to the fragile X community!  James 

has been involved in numerous campaigns to 

raise awareness about fragile X in NZ including 

being the poster child for FX and being featured 

in a North and South magazine article about 

living with fragile X. He has raised money for 

FXNZ through sales of his pottery. Recently 

James represented the fragile X community as 

part of a group speaking to the head of Special 

Education, Brian Coffey, about fragile X and his 

experience of school to improve future 

outcomes for others.  Most importantly James 

has become a role model for other young 

people growing up with fragile X.  He is always 

welcoming and friendly and includes everyone 

with a warm handshake at fragile X community 

events.  He shows us all what it means to live 

life to the full and to push the boundaries of 

expectation.  James is generous and 

courageous in sharing his life achievements and 

struggles in the public eye and within the 

nationwide fragile X community.  James we are 

very proud of you and your achievements.  
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Danielle and Imogen 

Above:  Lovely Caroline training the team  

Left: Jada, Jude, Leona, Angela, Andrea, Vicki, Veronica and 

Patricia at the last FX Family gathering in Napier, Nov. 2016. 

FX Family Gathering, Napier 

Chris Hollis and Phil Spier     
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  Andre’s letter to friends after a serious car accident 

Hi everyone,           25th May 2016 

Thanks for cards and letters, I love them!   

I was in a terrible accident with daddy. A car crashed into us. It was a big 
emergency and the ambulance came and mum came with me. I was very scared.  

From mum; Andre doesn’t 
remember this part but then he and 
I went in an emergency airplane to 
Wellington Hospital and to the 
Intensive Care Unit (ICU). His Dad 
went there too. The doctors and 
nurses were very clever and kind 
and they helped to fix Andre’s two 
broken arms and broken pelvis. He 
had an operation to put metal pins 
in one of his arms. Andre also hurt 
his head in the accident and had a 
stroke so when Andre woke up the 
doctors found he couldn’t move his 
right arm or leg.  Andre was in a lot 
of pain while he was in ICU and was 
very brave. I am proud of him. 

Andre in the Life Flight to Wellington ICU 

Andre and his dad Dan, were in Wellington ICU for 10  days. He did lots of sleeping! 
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Now I’m at Wilson House, in Auckland. I have a special bed. I have a new Woody 
toy too - Big Woody! 

I went to the Children’s Ward in Wellington. Woody came too. Mum was sleeping 
in a bed in my room. It was a sleepover party! My sister Yasmina came to visit me 
and Gran and Daddy and Paul and Jude. We had lots of visitors. I went to visit 
Daddy in his room in a big blue chair. We were crazy boys. 

Andre transferring from Wellington 
Hospital to the ambulance on his way 

to Wellington Airport 

Andre in the Life Flight transferring from 
Wellington to Auckland and Wilson 

House.  It was very bumpy!  

From mum; Andre is working hard here at Wilson House to learn to walk again.  He also has to 
rest a lot so his body can heal. There are other children here that are learning to walk again 
too. There is even a school for all the children so they do their learning while they heal.  Andre 
is very excited because the school has a little black dog! 

I can’t wait to see you guys again. I love 
you guys. 

Love from Andre and Woody XXXX 
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 Language and Fragile X –Study 
 
 

October, 2016  
 

Language is critical in much of daily life. Making 

friends, learning in school and holding down a job, all 

require language. For people with more limited 

language, like so many with fragile X syndrome (FXS), 

researchers and clinicians are trying to figure out ways 

of improving language so that inclusion in more of 

life’s activities will be possible. 

 

What are the Language Challenges Facing 

People with Fragile X? 
In the Laboratory on Language Development in 

Neurodevelopmental Disorders at the MIND Institute, 

we have been conducting several research 

projects with the goal of improving language in 

individuals with FXS. In several of our projects, we are 

trying to understand the extent and nature 

of the language challenges that are part of the Fragile X 

phenotype. This is really a first step. If you 

don’t know what the problems are, you can’t really 

design useful programs of treatment. 

In our research, we begin with the premise that 

language is not a unitary ability. Instead, language is 

comprised of a number of conceptually distinct, but 

inter-related, abilities. 

• The most common ways in which language is 

conceptualized is as language 

understanding (reception) and language 

production (expression). 

• Another way to conceptualize language is 

according to the domains of vocabulary ability 

(knowledge of words and their meanings) and 

grammatical ability (knowledge of word endings 

and sentence structure). 

These distinctions, and others, are important because 

these different component abilities may be disrupted in 

different ways and to different degrees in different 

people. In our research, we have examined how skilled 

people with FXS are in the different components of 

language. We also try to understand the ways in which 

language challenges are different in FXS from other 

disabilities, like Down syndrome and autism, as well 

the ways in which language challenges differ among 

people with FXS. The following studies were all 

conducted with boys who have FXS. Here are a few of 

our findings. 

In the area of vocabulary, we created an experimental 

task to determine how young boys with FXS begin 

to learn a new word when they first hear it. In several 

published studies, we found the following: 

• Boys, ages four to ten, with FXS have the ability 

to link a new word with its meaning even after 

hearing the word only a few times; however, 

they are inconsistent in attending to cues like 

pointing, intonation and repetition, that would 

help them make the link 

• Unexpectedly, however, the boys with 

FXS often did better than boys with autism…

even boys with autism who had higher IQs. We 

think that that the stronger social skills of boys 

with FXS helped them to learn the new words, 

suggesting that they could 

benefit from  interventions exposing them to new 

vocabulary words, especially in the context of a 

rich, sustained social interaction with a partner 

who can provide lots of social cues and practice 

to support word learning. 

• In other studies, we found that boys with FXS in 

this age range were attentive to cues like the 

examiner’s eye gaze, affect and knowledge and 

tried to leverage those cues to learn new words, 

although, again, they were not always consistent 

in attending to or using these cues. Nevertheless, 

these findings reinforce the idea that language 

treatment for people with FXS should be 

embedded in rich and supportive social 

interaction, as opposed to a sterile drill-and-

practice format. 

In the area of expressive grammar, we have 

developed procedures for measuring this 

component (and other components of language) that 

are more naturalistic and provide more information 

than a typical standardized test. We collect samples of 

expressive language produced during two activities: 

conversation with an examiner and narration of a 

wordless picture book. We follow a standardized 

protocol for collecting these conversational and 

narrative language samples. The standardization 

ensures that the materials and the examiner’s behaviour 

are reasonably consistent across participants and times 

of assessment. The language samples are audio 
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staff into text files, which are then analysed to provide 

us with information about each participant’s use of the 

rules of grammar. 

We have published several studies using these 

procedures and found among other things: 

• Males with FXS between about ten and 20 years 

of age produce less complex sentences than 

even younger typically boys, suggesting that 

grammar is an especially serious challenge for 

them. 

• In general, males with FXS in this age range 

display different and generally less severe 

impairments in expressive grammar than males 

with Down syndrome of similar age and IQ, 

suggesting that their strong social interest and 

skill may be leveraged to help them learn 

language. 

• Males with FXS who have lower IQs or more 

severe autism symptoms also have less well 

developed expressive grammar. This finding 

suggests that we may want to provide more 

intensive or different kinds of language 

treatment depending on these other factors. 

• Males with FXS seem to do better in terms of 

expressive grammar in narration than 

conversation, which suggests that perhaps we 

can take advantage of their interest and skill in 

narration to embed treatments to improve their 

language in the context of storytelling. 

 

How Can We Improve Language?  
Based on our research on the 

language challenges of individuals with FXS, we 

have observed first-hand the pressing need for 

language interventions tailored to this group of 

children. At the same time, however, we have 

observed areas of strength that we think can be 

leveraged through treatment. Thus, we have 

implemented a series of treatment studies targeting the 

spoken language of children and adolescents with 

FXS. 

Our broad intervention aims have been to teach 

mothers strategies that can be used 

during every day parent-child interactions to provide 

enhanced verbal language input and encourage child 

participation in developmentally appropriate language 

learning activities. The type of intervention that aims 

to help children by teaching their mothers is known as 

a “parent-implemented intervention”. In this type of 

intervention, a speech and language clinician coaches 

and guides the parent who, in turn, acts as their child’s 

interventionist by interacting directly with the child. In 

addition, we have chosen to implement our language 

intervention program using video-teleconferencing 

technology. In this way we can deliver the 

intervention into family homes in a cost-effective 

manner that is accessible regardless of geographic 

location. This approach also allows us to implement 

the intervention in the natural environment of the 

family home, where language support strategies can 

be used by parents in a range of routines and activities 

throughout the day. 

In the first project, we taught mothers of boys with 

FXS (ages 27 to 43 months) to engage in child-

focused interactions while providing children with 

“language rich” verbal input that followed into the 

child’s focus of attention and responded to child 

communication acts with developmentally advanced 

language input. We also taught mothers to set up play-

based and caregiving interactions during which 

children would be motivated to produce 

communication acts to which mothers could then 

respond with more language facilitating verbal input. 

The intervention lasted 16 weeks and included a 

combination of onsite and distance-based sessions. 

Four monthly didactic parent education sessions were 

presented on site at the MIND Institute. The 

intervention also included weekly coaching sessions in 

which a clinician provided guidance in real time as the 

mother interacted with her son. Most of the coaching 

sessions were delivered weekly into the family home 

using distance video-teleconferencing (i.e., SKYPE). 

Results showed that mothers successfully learned to 

talk about the child’s focus of attention and to prompt 

child communication acts. They were able to use these 

strategies equally effectively both in the clinic and at 

home. Learning these strategies helped mothers to 

enrich their interactions with their children to create 

language learning opportunities. Children showed 

increases in their use of prompted communication 

acts. Mothers reported they were highly satisfied with 

the intervention and we learned a great deal about how 

to deliver a language intervention using distance 

teleconferencing technology.  
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Cont…. 
 

 

 

In the second project, which targeted boys, ages ten to 

12, with FXS, we wanted to provide a structured 

context for practicing sustained and on-topic 

conversational interactions. We embedded the 

intervention into the context of shared, or 

interactive, story-telling using a selection of illustrated 

children’s books from which all text had been 

removed. This context also took advantage of the 

relative skills with storytelling of males with FXS. 

The story depicted in each book served as the shared 

topic for the mother-child conversation and the 

illustrations in the book provided visual cues to support 

the spoken interaction. We delivered all intervention 

sessions into each family’s home by means of a laptop 

computer and distance video-teleconferencing 

software. In addition to the laptop computer, each 

family was provided with a tablet computer which 

contained a library of digitized story books and a 

Bluetooth ear piece to use during coaching 

sessions. A different story was used during each week 

of intervention activities. Each mother also received a 

script for each book to provide 

examples of things to say about the story and 

suggestions for vocabulary words to use. 

The intervention lasted for 12 weeks. Each week the 

parent completed a coaching session during which the 

clinician provided real-time feedback while the 

mother interacted with her son around the wordless 

book; a homework session during which the mother 

video-recorded a book sharing interaction with her 

child and sent it digitally to the clinician; and a 

feedback session during which the clinician reviewed 

the homework session and set goals for the next week. 

Results indicated mothers were able to learn to use the 

targeted language support strategies. Participation in 

the intervention increased the number of utterances 

produced by both mothers and their children that were 

related to the topic of each story, which meant they 

were having longer conversations. 

In fact, the storytelling interactions changed from an 

average of four minutes during baseline to over 14 

minutes by the end of the intervention. All three 

boys also increased the number of unique vocabulary 

words they used and two of the three boys increased 

the length of the utterances they produced. Mothers 

reported a high degree of satisfaction with their 

participation in the intervention and were particularly 

pleased to be able to participate in a sustained 

interaction with their children on a regular basis. 

We have just completed an extension of this pilot study 

in which we enrolled twenty boys with FXS between 

the ages of ten and 17 years. This larger study uses a 

randomized group design and will provide a more 

rigorous test of the effectiveness of the intervention 

approach.  

 

Future Possibilities 
There are many other findings from our lab that we 

have not reviewed here but that are helping to guide 

our approach to treatment, including studies of females 

with FXS. Among the things we are learning is that the 

anxiety, impulsivity, attention and memory 

problems so common in FXS are often a barrier to 

language learning. We are particularly interested in 

combining our parent-implemented language 

intervention with drugs that could reduce anxiety and 

impulsivity and improve attention and memory. In fact, 

we are in the early stages of several projects that are 

taking this multimodal treatment approach. So, stay 

tuned! 

 

By: Leonard Abbeduto, PhD and Andrea 

McDuffie, PhD, CCC-SLP  

 

www.fragilex.org 

Reprinted with thanks to; 

FXNZ is now working with the researchers at the 

MIND Institute  to develop a Language program 

specifically for our NZ Fragile X community! 

Anita Nicholls has invited Lynne Hayes , a SLT 

with over 30 years experience, to work with us  on 

this exciting new initiative. 

Andrea Lee and Krista Payne are also involved in 

establishing the program. 

We hope to have our first trial running by later this 

year. 

https://fragilex.org/author/leonard-abbeduto-phd/
https://fragilex.org/author/andrea-mcduffie-phd-ccc-slp/
https://fragilex.org/author/andrea-mcduffie-phd-ccc-slp/
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University of Kansas researchers have found that 

certain specific parenting practices are 

significantly associated with the development of 

communication and language skills in children 

with Fragile X syndrome. These same parent 

behaviours are also associated with the growth 

of socialization and daily living skills of these 

children. Parenting even mitigated declines 

often reported in children with FXS beginning in 

middle childhood. Fragile X Syndrome is the 

leading genetic cause of autism and other 

intellectual disabilities. 

"Our discovery of the impact of contingent maternal 

responsivity on child adaptive behaviour development 

underscores the fact that the manifestation of FXS is 

not just the product of biology, but is ultimately 

attributable to the dynamic interaction of biology, 

behaviour and environment over lengthy periods of 

time," said Steven Warren, Distinguished Professor of 

Speech-Language-Hearing: Science & Disorders. 

These parenting behaviours, collectively called 

maternal responsivity, were observed in a unique 

ongoing study of 55 children and their mothers in 

their homes, which followed the children from the 

ages of two to ten years and is continuing into 

adolescence. 

The positive impact of sustained high levels of 

maternal responsivity from toddlerhood through 

middle childhood was true even for children with 

more autistic symptoms and lower nonverbal 

cognitive development levels. 

The study focused on a set of specific behaviours by 

the mothers directed to the child such as: commenting 

on the child's behaviour and/or focus of attention; 

requesting a verbal response; and verbally 

"recoding" or restating and/or expanding what a child 

says. 

"Our researchers painstakingly coded each instance of 

maternal behaviour toward their child, said Nancy 

Brady, associate professor of speech-language-

hearing: science & disorders. This allowed us to 

discover that Mom's behaviours, like responding to 

all communication, even nonverbal communication, 

has important implications down the road." 

Previously, the researchers reported that fifty-six 

percent of the children in the study showed declines 

in adaptive behaviour at or before the age of ten, with 

an average age of seven years for the beginning of the 

decline, both in relation to their peers and in absolute 

terms. But the present analysis showed that these 

declines did not occur or were substantially less for 

children with highly responsive mothers. 

These results may have important clinical and 

educational implications for children with FXS, said 

Brady. "We see no downside and potentially a 

considerable upside in training efforts aimed at 

enhancing and supporting sustained highly responsive 

parenting for children with FXS during both early and 

middle childhood.' 

In an earlier study, Brady and Warren found that 

vocabulary growth in children with FXS was linked 

to mothers who displayed greater early and sustained 

responsivity up until their children reached the age of 

nine. Again, this was not dependent on the child's 

nonverbal IQ, autism symptoms or the education level 

of the mother but showed the unique contribution of 

maternal responsivity. 

"There is no doubt that parenting plays a dynamic, 

cumulative role in human development in concert 

with biology and other environmental forces," said 

Warren. "Our ability to understand these effects is 

greatly enhanced by long term longitudinal studies 

that allow us to observe how these forces interact 

across development. Ultimately the knowledge gained 

from these studies should pave the way for 

increasingly effective interventions and treatments." 

Parenting significantly impacts 
development of children with 

Fragile X Syndrome 

Source: February, 2017  University of Kansas, 
Life Span Institute 
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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 28th August 2017 

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 Marcia Braden Workshops 

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

 

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 

Sincere thanks to our Sponsors: 


