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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 genet-

ic disorder caused by the full muta-

tion of the FMR1 gene (a change in 

the DNA structure) on the X chromo-

some. It results in a wide range of 

developmental and behavioural is-

sues and  is the most common inher-

ited cause of  intellectual disability 

worldwide.  It affects around one in 

4000 individuals.  

 

Fragile X-associated tremor/ataxia 

syndrome (FXTAS) is a condition af-

fecting some male carriers (and in 

rare cases, female carriers) of the 

premutation over age 50, causing 

balance, tremor and memory prob-

lems. 

Fragile X-associated primary ovarian 

insufficiency (FXPOI) or early meno-

pause is a condition affecting some 

female carriers of the premutation. 

Fragile X can be passed on in fami-

lies with no apparent sign of the con-

dition.  In some families, multiple 

generations are affected. 

All children with delayed develop-

ment or autistic-like features should 

be tested for fragile X syndrome. 
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Free phone: 0508 938 0552 
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Fragile X New Zealand is a parent-lead 

charitable organisation which aims to ; 

 

 raise awareness about fragile X within 

New Zealand 

 assist individuals affected by fragile X to 

reach their full potential 

 support New Zealand families living 

with fragile X 

 

 

www.fragilex.org.nz 

 

Cover photo - Neil Smith, Liam & Jude Spier & Grayson Sorenson  

What is Fragile X? 
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Cheers from the Chair 

 

 

 

 

 

 

moved into a new era of providing services and 

advocacy for families. Having a paid national 

coordinator, and one as proactive as Andrea, has 

made this possible. Families can now be assured 

that if they bring problems to our attention, we are 

prepared to step in and help get things sorted. In 

the past year these issues have ranged from ORS 

applications and GSE services to the ongoing debate 

with Genetic Services on who and when to test. Also 

behaviour support services. The survey that we 

conducted on service delivery has really helped to 

identify the key areas that we will focus on in 

coming years. The summary that Andrea presented 

at the Paediatric Society Conference in November is 

on page 5 of this newsletter. The other real success 

of the year has been Facebook. Our discussion 

groups are proving to be extremely popular and a 

very effective way for families and interact and 

receive advice, commiseration and congratulations. 

Once again, our annual family gathering in Taupo 

proved to be a great success with 28 families 

participating. It was particularly pleasing to have a 

good turnout for the strategic planning session on 

Friday afternoon, with representation from 

Dunedin to Whangarei! Our SWOT analysis 

revealed that although we are a thriving 

organisation, we face some significant challenges 

around medium to long-term sustainability. Like 

many organisations of our type, we rely on the work 

of a few key individuals and we recognised that we 

need to spread the load and plan for succession. We 

also recognised that we need to expand our funding 

base, so that our services do not depend on annual 

grant applications. One way to do this is to raise 

awareness, so that we both build our membership 

and demonstrate why FXNZ performs such an 

important function. And that leads onto the final 

recommendation of the meeting, to further develop 

and expand our services. So, the meeting concluded 

with the establishment of three focus groups: 

 Sustainability – a group to look at long-term 

funding options and to build leadership within 

FXNZ 

 Awareness – a group to look at raising 

awareness through the active promotion of the 

benefits of testing for fragile X syndrome and of 

fragile X-specific interventions 

 Services – a group to review current services 

(e.g. clinics, school education programmes, 

workshops) to see if they can be refined, better 

integrated and better resourced 

If you would like to be part of these groups, please 

contact Andrea or me.  

But first I suggest that we all go off and have a safe 

and relaxing holiday!  

Merry Christmas and Happy New Year everyone, 

from Chris, Anita, Ben and James 

Chris Hollis 

Chairperson, Fragile X New Zealand 

Welcome to our final 

newsletter for 2012. 

It has been another 

busy year for Fragile X 

New Zealand. We 

changed our name and 

our logo and I think we 

Fragile X New Zealand AGM in Taupo 
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National Coordinator’s Report 

Thank you to Dr Andrew Marshall  for  

presenting the informative workshop ‘Fragile X 

and Medication’.  The feedback we received 

showed that families appreciated his balanced 

approach to medication, addressing the 

environmental and behavioural support issues 

that need to be jointly considered.  Thanks also to 

Anita Nicholls for  presenting  the results from 

our survey. 

I enjoyed relaxing in the pool and chatting with 

many of you.  What a great setting it proved to be 

yet again for the children to hang out together 

too.  Let’s do it all again next year! 

Recently we presented the results of the FXNZ 

survey of health and education services to the 

National Paediatric Society Conference in 

Palmerston North.  You will see the information 

presented on the following page.   

Finally I would like to say how heart warming it 

was to see our fragile X community come out in 

overwhelming support when one of our families  

gave a call for help.  What a caring and wonderful 

group of families we are all lucky to be part of.  

There really is no need to ever feel alone with 

fragile X!  Special thanks to Jodi Heenan for 

sharing her immense knowledge and wisdom. 

Together we are 

stronger and our 

c h i l d r e n  a r e 

achieving some 

amazing results.   

Happy Holidays 

everyone! 

Well Summer is 

here, and we 

started early with 

a  r e l a x i n g 

weekend in Taupo! 

T h a n k s  t o 

everyone  who 

came and made it  

such a success.   

 
 

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 are of children with Fragile X and Dr 

Andrew Marshall, Developmental Paediatrician and specialist in Fragile X. 

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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Conclusions 
 Guidelines for reporting the fragile X diagnosis to 

families should be developed and implemented to 
ensure consistency and to help parents find support 
and access information and services.  

 Information given should be accurate and specific not 
generalised. 

 Greater advocacy is needed to ensure more girls are 
tested for fragile X and all children receive the specialist 
services to which they are entitled.  

Introduction 

Fragile X New Zealand surveyed 21 families in our 
support network to determine their experience 
of health, education and specialist services since 
receiving a diagnosis of fragile X syndrome. The 
21 families included 29 individuals with fragile X 
who ranged in age from 4 to 41 years.    

Socioeconomic characteristics     
 Predominantly European 

 Moderately high incomes   

 50% have Tertiary education. 

Age and style of  diagnosis 

 Boys are  consistent with international 
studies for boys (36 months)  

 Significant delay for girls (78 vs 42 months) 

 92%  diagnoses by a paediatrician 

 54% in person; 42% by phone (62% alone 

 Parents complained of receiving generalised 
and negative predictions on life outcomes 
for their child; “he will never …” 

Medication and Intervention 

 50% take medication for anxiety, aggression, 
ADHD, seizures, mood stability, cognition or 
a combination of these.  

 Most boys (>90%) but only one girl received 
Ongoing Resourcing Scheme (ORS) funding. 

 Few ORS-funded children are receiving the 
support they are entitled to, particularly in 
Speech Language Therapy (SLT) and 
Occupational Therapy (OT).  

 Several parents identified a lack of support 
for behavioural interventions. 

    

 NZ  (born after 1991) 

 Average age of diagnosis 

- Boys 36 months 

- Girls 78 months (6.5 years) 

 Associated Disorders 

- 23% with ASD diagnosis 

- 9% have Seizures 

  

USA* 

Average age of diagnosis 

- Boys 35-37 months 

- Girls 42 months (3.5 years) 

Associated disorders 

-15%-33% with Autism 

- 22% have Seizures 

* US data derived from Hagerman and Hagerman 2002 (Fragile X Syndrome: diagnosis, 

treatment and research. John Hopkins Univ. Press); Bailey et al. 2009 (No Change in the Age of 

Diagnosis for Fragile X Syndrome: Findings From a National Parent Survey. Paediatrics: 124(2): 

527-533) and the National Fragile X Foundation website (www.fragilex.org, 2012),  

Diagnosis 

Families’ Experiences of Health and Education  

Services for  

Individuals Affected by Fragile X Syndrome 

Andrea Lee and Chris Hollis, Fragile X New Zealand 

info@fragilex.org.nz 

  

Fragile X New Zealand I    email: info@fragilex.org.nz I    web: www.fragilex.org.nz 

Ph: 0508 938 0552  I    196 Taita drive, Avalon, Lower Hutt 5011, New Zealand 

http://www.fragilex.org
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Useful websites and links 
 

Useful websites for information about 

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 

 For information about education and 

behaviour ww.marciabraden.com 

 Information about FX and lesson 

planning www.fragilex.org/treatment

- intervention/education/lesson -

planning-guide 

 Online DVD about Fragile X  Syn-

drome http://vimeo.com/39670337  

 Presentations and handouts from the 

recent International Fragile X confer-

ence www.nfxf.conferencespot.org 

 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  

 

 

 

 

Summer 2012 Fragile X New Zealand Newsletter  

An Update From FXNZ 

Activities and events since our last newsletter 
in September 

North Island Family Gathering 

The annual North Island Family Gathering in 

Taupo the first weekend in November. Twenty 

eight families joined the fun and enjoyed the 

opportunity to chat and share their experiences of 

living with Fragile X.  See the photos later in this 

newsletter. 
 

FXNZ Annual General Meeting 

Our AGM took place 2nd November 2012 in 

Taupo. The minutes are available if you are 

interested. 
 

FXNZ Planning Meeting 

The goal of this meeting was to evaluate where 

the organisation is currently and identify goals 

and direction for coming years. Twelve people 

took part.  We identified three main areas to focus 

on.  They include continuing to develop services 

and programmes, address sustainability (namely 

funding and people power!) and continue to raise 

awareness about fragile X. We are looking for 

people with skills in marketing and fundraising.  
 

Fragile X Clinical Forum 

The next clinic is scheduled for February/March 

2013 (exact date to be set). 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. 
 

Workshop 

On 3rd November FXNZ held a workshop where 

Dr Andrew Marshall presented information about 

Fragile X and Medication and Anita Nicholls 

presented the results of our recent survey.   
 

Awareness raising 

Fragile X New Zealand presented the results of 

our survey at the recent National Paediatric 

Society Conference in Palmerston North.   

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. Families can 

contact FXNZ to join. 
 

Mailing List Renewals 

Thanks to those families, schools and 

professionals who  renewed their annual 

subscription for the 2012-2013 period.  This 

subscription helps pay for our numerous activities 

including this newsletter!  It’s not to late, you can 

still use our online facility  or download the form 

via the website www.fragilex.org.nz  

http://www.facebook.com/Fragilexnewzealand


7 

  

Fragile X New Zealand Newsletter  Summer 2012      

 

Role-play & Modelling 
 

A clear, modelled framework often 
considerably lessens arousal and 
anxiety which we know interferes 
with the ability to concentrate and 
learn, and to communicate 
effectively. 
 

 Rehearse and role-play real life 
social situations.  This can start 
with a prepared script backed up 
with visual prompts e.g. Asking for 
directions, explaining a problem or 
offering a suggestion. 
 

 At a simpler level, spend time 
practising  difficult communication 
functions like questions, requests, 
conveying information or refusing 
politely.  Devise situations which 
need particular language functions 
and model an appropriate response 
and then rehearse and role-play. 
 

  Provide a model to imitate, 
perhaps provided by peers. 
 

 Group games and activities  
where physical actions precede or 
take the place of speech are useful 
and can also be modelled by peers. 

 

Communication  

Strategies 

 

 

By definition, self-regulation is the ability to attain, maintain, and 

change arousal appropriately for a task or situation (as defined by 

Williams and Shellenberger,96) and includes: 

 The ability to seek comfort and security or safety when it is 

needed 

 The ability to know what arousal state you are in and how 

that compares to the situation/context or task at hand 

 To regulate attention to task  

 To regulate activity level 

Five Finger Approach - Technique to foster Self-Regulation 

Sarah K. Scharfenaker, MA, SLP Tracy M. Stackhouse, MA, OTR 
 

We can teach children and adults with FXS to recognize 

their hyperarousal and anxiety and counteract with the Five 

Finger Approach. This approach provides a portable and 

highly visual cue that we always have with us. We can 

assign a purpose to each of our five fingers and use the first 

two, or all five, depending on what fits with each child. 

 

When the child becomes upset, overwhelmed or needs to 

settle you: 

Grab your THUMB with your other hand. This is a signal to 

STOP! (you can say STOP, too; or say, “I need to settle”) 

 

Next, grab your INDEX FINGER: This is a signal to take a 

DEEP BREATH (you can say, “deep breath” or “blow hard”). 

 

Grab your MIDDLE FINGER and ask yourself, “WHAT DO I 

NEED TO DO?” 

(this is the time to identify that they are out of sorts and 

need to settle! – “I am mad and I need to relax, or I am mad 

and need to tell you) 

 

Grab your FOURTH FINGER and ask, “HOW DO I DO 

IT?” (What strategy needs to be used? What kind of oral 

motor, movement, touch or visual input is preferred by 

the child to move into a more optimal state-you need to 
have an awareness of this ahead of time). 
 

Grab your PINKY and tell yourself, “DO IT!” 

Self-regulation and FXS 

www.developmentalfx.org 

Reprinted with thanks  to 
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North Island Family 

Gathering-Taupo  

 

 

Patricia & her mum Els 

Ben & Jarrod! 

Oscar & Belinda loving the FX Family Gathering! 

James, Anita, Danielle, Liam, 

Phil & Ben relaxing  

Chris, Danielle, Mark & Grayson 

Darryl & Andrea at the BBQ Krista, Linda & Anita at the Girls Breakfast! Good role modelling Jude!!! 

In November twenty-eight families came together for family 
fun! Thanks to everyone for making it such a great weekend. 
We had fun in the pools and enjoyed a yummy BBQ. We also 
held our AGM and a workshop with Dr Marshall & Anita. 
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Senorita and Kim 

Lance, Andre, Luke, Mathew & Marcus 

Leona & Andrea 

Grayson & Mark! 

Aria, Dani, Alicia & Chris with Ice-cream! Danielle, Charlotte & Amy 
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The emphasis to in-

clude students with 

FXS in general educa-

tion classrooms has 

been noted through-

out Fragile X litera-

ture. Perhaps the im-

petus for this move-

ment comes from the 

fact that children 

with FXS have a con-

siderable interest in 

people—one of the hallmarks of this population is 

a strong desire to interact socially. This often 

makes inclusion more viable and increases the 

success rate. 

It is important to remember, however, that levels 

of affectedness vary from one individual to anoth-

er, and placement options must include enough 

flexibility to meet individual needs. There are oc-

casions when inclusion can wind up being restric-

tive to children with severe needs. 

Symons, Clark and Roberts, 2001 studied the 

classroom engagement of elementary school chil-

dren with FXS and determined that the engage-

ment was strongly related to the environmental 

and instructional quality propagated by the teach-

ers and classroom. How the teachers structured 

and arranged the classroom environment was 

much more important to student engagement 

than were specific aspects of the child’s Fragile X 

status, medication use or dual diagnosis. This re-

search clearly defines a number of environmental 

and instructional factors that are important when 

choosing a general education classroom. 

Successful inclusion cannot be accomplished with-

out a systematic, sequential process. Just placing 

the student with FXS in a general education 

classroom with a para-professional close by does 

not necessarily constitute success. Likewise, the 

mere placement or proximity to typical peers is 

insufficient in achieving an appropriate education 

for students with FXS. In order to design effective 

outcomes, the parents and school team need to 

define the purpose of the inclusion. In other 

words, there needs to be a reason for the student 

to be included. Otherwise, the time spent in the 

general education classroom may reduce the time 

needed for other services that are often equally or 

more important to the child’s individual educa-

tional needs. The chart that follows defines a 

number of the necessary supports given specific 

targeted outcomes associated with the inclusion of 

an individual with FXS. 

 
OUTCOME NECESSARY SUPPORTS 
 
Social  • Viable peer group 

  • Social facilitator 
  • Flexible setting 
  • Opportunities for natural context 
 
Behavioral  • Appropriate role models 
  • Structured and predictable schedule  
  • Cooperative learning opportunities 
  • Organized classroom 
 
Academic • Specialized instruction 
  • High interest content 
  • Enrichment opportunities  
  • Emphasis on visual presentation 
  • Opportunities for priming or pre-teaching 
  • Collaboration between Special Ed and  
     general education staff 
 
Vocational/ • Viable work models 
Prevocational • Positive work environments 
  • Flexible breaks 
  • Consistent staff 
 

After the desired outcome is established, the team 

needs to design certain strategies to assist the 

student to be successful in the general education 

classroom. If the student outcome aims for partici-

pation in the general education curriculum, it is 

often important to prime or pre-teach certain con-

cepts or lessons beforehand. Collaboration be-

tween the special education and general education 

staff is critical to accomplish this level of coordina-

tion. When effectively done, this priming will help 

link individual instruction into larger group activ-

ities. This can also be effective when the desired 

outcome is to increase social interactions with typ-

ical peers. 

The level of prompting and facilitation should be 

determined based on the need of the individual. It 

is always best to use the least intrusive level of 

facilitation as possible. 

The student’s behaviour and level of participation 

will dictate the need for more or less teacher or 

para-professional support. Because children with 

FXS respond better to visual input, effective 

prompting can often include visual schedules or 

icons. 

Fragile X New Zealand Newsletter  Summer 2012      

Navigating the Road to  

Inclusion-Dr Marcia Braden 
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Think ‘Indirect’ 

 

Education Strategies 

Continued... 

This enables the student to participate with less dependency 

on the attending adult. In addition, it is best to have the 

classroom teacher responsible for redirection and facilitation 

because that is most like what is done for typical peers. 

Classroom rules and Behavioral expectations should be the 

same for students with FXS unless there is a Behaviour 

Intervention Plan (BIP) in place, which usually defines 

certain Behavioral characteristics to be a manifestation of 

the disability. In those cases, special considerations are 

required. 

Transitions can be difficult for students with FXS, and they 

are very common in the general education setting. Providing 

a predictable schedule with visual supports is important. If 

the student is aware of the change ahead of time, the 

element of surprise is eliminated. In addition to providing a 

visual schedule and other structured strategies, teachers 

can use using a less direct approach such as side dialoguing 

among the adults in the classroom to alert the student to 

pending changes. (“So Ms Johnson, it looks like we’ll be 

ready to dismiss the students for lunch in five minutes.”) 

It is often prudent to afford the student with FXS an 

opportunity to carry equipment from the gym back to the 

classroom or assign him or her some particular job to 

complete as part of the transition time. This may help lessen 

the anxiety associated with the change. 

Recently, after observing several special needs students in 

their included environments, I was struck by the poorly 

planned execution of their inclusion. Each had a 

paraprofessional in close proximity, tending to the student 

as if the para-professionals were teaching a class within a 

class. The tutorial relationship between the student and 

para-professional precluded those with FXS from being able 

to participate in the natural interaction within the general 

education class. 

In one setting, the students were grouped in sets of four and 

the students with FXS sat at their own table with two 

paraprofessionals and no general education peers. The 

obvious question was: How does this qualify as inclusion? 

Inclusion is not “making students with FXS look typical”; it 

is instead helping students with FXS bring their own unique 

qualities into the general education classroom, with full 

access and acceptance, to the benefit of all. Hopefully, with 

good planning and emphasis on desired outcomes, inclusive 

settings will continue to bloom into positive and fulfilling 

experiences for students with FXS— and for those with 

whom they share a learning environment.  
The author is a psychologist and special education consultant in 

Colorado Springs, US  who specializes in Fragile X. 

She is the author of Fragile: Handle with Care, and creator of the 

Logo® Reading System. 

There are times when people with 

fragile X enjoy attention, but most 

often they are adverse to the 

limelight.  

 Use incidental learning. 

Include the student in a 

small group while directing 

instruction to a peer 

 Give compliments in the 3rd 

person about the student to 

others within earshot  

 Avoid direct, open-ended 

questioning: prompt “The 

Prime Minister of New 

Zealand is…..” verses “Who 

is the Prime Minister of the 

New Zealand?”  

 Learning often occurs by 

passive observation.  Allow 

opportunities for this to 

occur, particularly with peers 

For  FXS learning resources visit   

www.marciabraden.com  

 

Reprinted from the NFXF Quarterly  
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Fragile X Learning Style 
 

 
When designing or adapting curriculum or therapy goals, it is integral to take into account 
the learning style of people with FXS. Remember that, in general, people with FXS 
demonstrate: 

 

Simultaneous, not sequential learning. This is counterintuitive for many educators and 
therapists. Remember to teach by showing the finished product first, rather than 
through a sequential, step by step process. If you start an activity or event, remember 
to indicate when it is done. It is important for a beginning and end to be designated. 

 
Visual, not auditory learning. Augment teaching with picture schedules, visual cues and 

visual modelling. 
 

Excellent verbal and social imitation skills.  Often easily imitate behaviours or 
mannerisms of others. 

 

Incidental learning. This is learning by passive observation of activities or events. You 
may think a child/adult with FXS, sitting on the outside of a group being instructed, is 
not paying attention, however, it is highly likely that he IS attending and learning the 
task, even though he is on the periphery.  

 
Strong memory for routines, videos, TV shows. Integrate interest areas into learning 

materials. 
 
Developed sense of humour. Use this strength to develop therapy materials and adapt 

curriculum. 
 

Uncanny social drive. Use as inherent motivator! 
 

Re-printed with thanks to: 
 

 

 

 

 

 

www.developmentalfx.org 

Fragile X Learning Style 

Sarah K. Scharfenaker, MA, SLP Tracy M. Stackhouse, MA, OTR 
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Andre Norman (left) playing Ripper Ruby 
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Success Stories! 

 

Jack Wellstead (14 years) 

SMART FAMILY: Senorita Laukau and daughter Llaise Laukau graduated from Victoria 
University together (The Dominion Post 17/05/2012)  

FXNZ Trustee Senorita graduated with her Masters of Education (completed in 2010, but 

she held off graduating until this year so she could graduate with her daughter!) 

Hobsonville Primary School awarded Merit Certificates for Touch Rugby to Jada Norman for ‘Most Improved’ 

player, and Andre Norman for ‘Sportsperson’ of the season. 

Jack Wellstead was awarded the Jack Hogg Memorial Trophy for the student who shows most commitment to 

lifelong learning. Mum Pippa said “I am so  proud of him. Just goes to show that if we believe in our children 

then anything is possible. His teacher said that the moment she saw the criteria Jack was the only contender 

as he gave everything 110% and never said he couldn’t do it.”  Jack also won three gold medals at the recent 

Special Olympics! 

Jordan Wilson was awarded most improved player of the season in the Fulton Hogan Basketball League. 

Ben Hollis won ‘Top Scholar’ in the Learning Support Unit at Hutt Valley High School for the second and final 

year.   

Jordan Wilson (17 years)  

Congratulations from FXNZ!!! 

Ben Hollis (18 years)  
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Caffell Family Update 

Bradley as the focus on getting the 3 lifts technically correct is challenging (not to say actually 

lifting the weight!). He has also had a great year at school with Merits for his achievements in 

English and Maths. School is a challenge and his curriculum is fully modified, but he has a full 

program with fantastic teachers and is readily accepted into the school environment. He calls 

his IT teacher “the man” and they have a good laugh together. It was obvious how interested 

they are when his name was mentioned in the school newsletter for his achievements in 

powerlifting, and he was one of the nominees for the award for Outstanding Sporting 

Achievement for the school (didn’t win but we were proud none the less). He has crashed now, 

and just can’t wait for the “Big Man” (aka Santa) to come and bring him Batman- The Dark 

Knight Rises. It’s a long 2 weeks till xmas! 

Jaimee (17 years) too has had a great year with great achievements through school. She has 

worked hard and was recognised for this in the awards for school at the end of the year. She 

has not found a sport that interests her so she has recently enrolled in a gym with a personal 

trainer. We are still working on the transition process here as she is not sure about attending 

independently, but she does seem to be enjoying it. She will finish school at the end of 2013, 

and then consider where to. At this time photography is a high interest for her, and she is 

looking at a polytechnic course in 2014. We are fortunate that she has been accepted into a 

Gateway programme for 2013 through school which hopefully will assist with the transition 

from High School.  

We are all looking forward to a quieter period over Xmas and the New Year. No doubt it will be 

another busy year in 2013.  

Have a safe and happy Christmas, and a wonderful New Year  

 

 

Photo - Kim and Bradley with some of his weight-lifting medals! 

Well- it’s hard to believe that another year is 

nearly over. I am sure that you are all rushing 

around taking care of year end activities. It has 

been a busy year in the Caffell household here 

in Dunedin. Bradley (15 years) has competed in 

several powerlifting competitions this year- 

both mainstream and Special Olympics. The 

highlights were a silver medal in the National 

Powerlifting Championships which were held 

here in Dunedin mid year in the Sub junior 

class (with a total weight of 215 kg) and more 

recently the South Island Regionals for Special 

Olympics he won gold with a total weight of 

227.5 kg.  This is an amazing achievement for  

Kim Caffell –Dunedin 
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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. 

  

Summer 2012 Fragile X New Zealand Newsletter  

Fragile X New Zealand  

Library 

these checklists were field-tested extensively. The checklists 

have been used successfully by resource teachers, special 

educators, mainstream teachers, and paraprofessionals. 

Checklists focus on early elementary pre-academic, readiness, 

and academic skills. At the top of each checklist there is a line 

for the name, date, school year and staff member who completes 

the assessment. These easy to use checklists work well for 

special classes or general education classes. Great for getting a 

quick snapshot of a child's abilities, or to help children 

transition from one grade or classroom to another. Sharing 

Basic Skills Checklists with the new teacher helps ensure 

continuity in programming. The Basic Skills Checklists 

includes an introduction, description and a beginning chapter 

on the administration of the checklists. 

Basic Skills Checklists - 
Teacher-friendly assessment 
for students with autism or 
special needs.  

Marlene Breitenbach M.S., Ed., BCBA 

The Basic Skills Checklist is a 

spiral bound notebook with over 

fifty reproducible assessments. 

Designed by, Marlene Breitenbach 

a special educator and consultant, 

Book Review 
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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 March 2013 

JR MCKENZIE TRUST 

 

Sincere thanks to our generous sponsors -  

  


