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The 3rd National Conference of Fragile X Syndrome  held in
Lower Hutt last November was a great success. The Tongan
performance preceding the conference dinner was the most
memorable event for many, but the real success of the conference
was due to the wonderful line-up of expert speakers and their
willingness to engage with the participants — who were also a terrific
mix of interested and motivated parents and professionals from
across the education and mental health sectors.

Sincere thanks to our speakers: Randi Hagerman, Marcia Braden,
Louise Gane, Jonathan Cohen, Bev Sher, John Forman, Kerry
Howard and Anita Nicholls.

Another highlight for many was the address by the Honourable
Tariana Turia , Minister for Disability Issues and Associate Minister
of Health, which is reproduced in this newsletter.



A word from the chair
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Fragile X Trust Trustees — Who are we?

Chris Hollis, Chairperson - | have two sons with fragile X. Ben
is 16 and James is 13. My wife Anita is past chairperson of the

% Trust and is now an early intervention teacher. We’ve both been
nvolved with the Trust since 2006 and before that we established
== the Wellington support group. Our home phone number doubles as
L the Fragile X toll-free helpline. Please feel free to call anytime. Don't
be put off by the answer phone — just leave a message and we’'ll
call back. And if you get “Menswear”, it's just James pretending he’s
Mr Humphries from “Are You Being Served”. | have less time for
fragile X work these days than I'd like as I'm increasingly busy in my
other role as a paleontologist at GNS Science, a crown research
institute. So my primary goal in the coming year is to expand the
pool of workers within the Trust, including a paid office administrator, a new treasurer and a new
national coordinator — with the ultimate aim of establishing a clinic fully integrated with a national
support network for fragile X families.




Andrea Lee — Our family was first introduced to Fragile X in 2007 when
our son Andre was three. Dan and | also have a seven year old daughter
Yasmina (who is unaffected). For the last five years we have lived in sunny
Nelson after many years in the UK and Bosnia i Herzegovina. | have a BA
in sociology and a background in sales, interior design and English
language teaching. My goals as a trustee are to be taking an active part
towards achieving the aims and objectives of the trust. I'm particularly
interested in continuing to raise the profile of FX in NZ, working towards a
managed clinical network specialising in Fragile X, inclusive education, and
increasing support and knowledge for women carriers of FX.

Senorita Laukau — 1 am Tongan and
migrated to NZ in 1988. | spent some of my
childhood years in Niue and so | can speak Niuean, Tongan and English.
Some of my secondary school years were spent in Tonga and Fiji and |

Ml vas a recipient of two scholarships at the University of the South Pacific,

Ml Fiji. I've just completed my Masters in Education at Victoria University. The
most influential person in my life was my mother who was widowed when |
was 13. Just watching her trying so hard to make ends meet made me
want to make something of my life so | could support her and be what my
father would have wanted me to be. | am married to Aisea and we have 7
children (3 of them are adopted). Our son ‘Ofa (18 years old) was
diagnosed with Fragile X when he was 3. His most recent past-time fun is
to impersonate the Tua Man and fight any willing (or unwilling) partner he
can find — including me!

Judith Spier — I have two awesome children — Danielle (12ys) and
Liam (10ys) - with Fragile X. Danielle loves quieter indoor play
whereas Liam likes everything sport! Liam is nhon-verbal, but boy can
he make a noise when he does his haka (frequently)! My passion is
playing softball, laughing, and attending the gym. My work background
is many years as a Personal Assistant. However | decided that |
wanted to be readily available for my children and their high needs, so
for the last five years | have been a Teacher-Aide at a decile 1 school
in Taita. My children have taught me so much over the years and |
want and love to share my knowledge and expertise to help others.

1= Jayne Sorenson — Hi there, hope this finds

' you all well and smiling. | have just been tricked into joining this wonderful
~ Trust (just kidding). It is my privilege to join such a wonderful dedicated bunch.
. | have two amazing kids, Jaimee who will be 21 in August (not affected) and
finishing her 3rd year at University and Grayson - I'm sure many of you have
met my entertaining happy talkative wee guy (getting bigger by day) who
always starts and ends my days with a smile. | could write a whole newsletter
on his fantastic achievements since starting Intermediate this year and his

% outstanding transition- long may it last! but | am meant to be telling you about
me. | am a PA to an orthopaedic surgeon in Lower Hutt. This keeps me very
busy and | am lucky enough to work with an amazing bunch of very supportive
people, which allows me any time off with Grayson's needs. | was on the BOT
at Grayson's primary school for 4 yrs which has taught me a great deal. Now |
hope with everybody’s support and input we can continue to achieve wonderful things for our very
deserving children. | look forward to working with you all.




Submission to the Special Education Review

2010 by the Fragile X Trust

The Ministry of Education is undertaking a review of special education “to ensure that
policies and processes are fair, consistent, reach those most in need, make the best use
of government funding, and that parents have choices.” The Fragile X Trust welcomed
this opportunity to address the many areas of concern raised by fragile X families. What
follows are some extracts from our submission. The full submission can be downloaded

from our website.

Fragile X syndrome is a relatively rare genetic
disorder that causes a wide spectrum of
developmental, cognitive, behavioural, and
physical problems that impact on learning. Many
individuals with fragile X are on the autistic
spectrum but have a distinct learning profile.

Fragile X affects around one in 4000 individuals,
but around one in 400 individuals are carriers for
the disorder and may exhibit mild symptoms.

The Fragile X Trust is a parent-led support group
that represents around 80 NZ families who have
struggled or are currently struggling to ensure that
their children get the support the need to achieve
their learning potential.

With no expert professionals in NZ, the Trust has
taken on the role of providing advice and
classroom support on educating children with
fragile X, guided by international authorities in the
field and our own research into best practice.

We have three primary recommendations that
build on existing services and need not require
significant additional funding:

Training — All education professionals and para-
professionals should have an introduction to the
learning needs and learning styles of children with
fragile X and related disorders like autism, and
opportunities for ongoing training, through
successful programmes such as “tips for autism”.

Information — Educators need access to
information specific to educating fragile X children
in New Zealand, including online resources and
“go-to” specialists with expert knowledge on
fragile X (or able to access relevant information
via the Fragile X Trust). This can be accomplished
by ensuring that all the initiatives relating to ASD

include information about fragile X.

Funding — Fragile X children have clear ongoing
resourcing needs in the areas of language,
communication, motor planning, and cognition
that cannot be adequately or consistently funded
through SEG but many struggle to meet the
narrow definitions in ORRS criteria 4, 5, 8 and 9.
The definitions of these criteria should be
broadened or the verification threshold lowered or
the system should be restructured to take more
account of recommendations from the expert
teams working with individual children.

Criterion 8: Many of our children have “needs
arising from a severe disorder of both language
use and appropriate social communication” but do
not exhibit classic autistic behaviour, which is
highlighted in the criterion descriptor: “these
students usually distance themselves from social
situations and seem to be largely unaware of
people around them”. Fragile X children, and
many others on the autistic spectrum who have
received appropriate early intervention, do not fit
this description yet still have severe language and
communication disorders.

Criterion 9: Many of our children fail to meet this
criterion because although they have ongoing
needs in curriculum adaptation, language
development and social communication skills,
they do not meet the requirement of a third area
of hearing, vision or physical needs.

Anita Nicholls, Andrea Lee & Chris Hollis



Fragile X Conference Address by Tariana Turia
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Y Our supporters are keen to help us raise awareness about fragile X and to establish a fragile X

¥ clinic in New Zealand. Minister Turia has offered to write to all medical practitioners in the

e country to encourage them to test for fragile X when a patient exhibits developmental delay,

7 autistic behaviours or an intellectual disability. In expectation of this initiative leading to more

5 families being diganosed with fragile X, we are developing a “welcome pack” containing
accessible information on fragile X and associated disorders, NZ-relevant information on support
services, intervention strategies and education options, and some good news stories about

4 fragile X.

x To develop the welcome pack and to establish the fragile X clinic, we need to raise

+ significant funds. Please consider increasing your donations to the fragile X Trust,

+- perhaps through “payroll giving” (see http://www.ird.govt.nz/news-updates/campaign-payroll-
Y¢ giving.html) or one-off donations.

i Two other ways you can help:

TradeMe Auction — sports memorabilia  — We are collecting a range of
memorabilia from high-profile NZ sports teams — including the All Blacks, Black
Caps, and Black Socks that we will auction through TradeMe later this year. If you
have any contacts in sporting or items for the auction please contact us.
Sovereign Sunshine — Our complaining about the outcome last year — when we did ..
so well but were outgunned by Plunket — has paid off. Now all charities get a slice of ¢
the donations in each month’s competition. If you signed off in protest, please sign ¥«
up again so you can support the Fragile X Trust next time we are selected. i
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The Australian and NZ Fragile X Family Survey

In 2009 the NZ Fragile X Trust and the Fragile X Association of Australia teamed up to conduct the
first national survey of Fragile X families in our two countries. The study replicates a similar survey
completed in the United States in 2008. The survey form was available online at the Research
Triangle International (RTI), North Carolina. Invitations to participate were distributed through
newsletters, email requests, partner organisations and hospital databases in Australia. The data were
collated by staff at the RTI. They are presently being analysed by the project team. Caution needs to
be exercised in interpreting the results as some cells are quite small.

In this newsletter we present a preliminary overview of the demographics of the sample and an
overview of attitudes towards testing for Fragile X. Two more overviews will be provided in
subsequent newsletters: one on education and employment and the other on availability and quality
of services. More detailed analysis will be placed on our two websites in due course.

Terminology

Fragile X is a group of associated genetic disorders, Fragile X-associated Disorders (FXDs), that
affect individuals across generations. Fragile X-associated disorders (FXDs) include:

Fragile X Syndrome (FXS) - most common cause of inherited intellectual disability, behavioural
disorders and speech and language delays that manifests in early childhood in males and
females;

Fragile X-associated tremor/ataxia syndrome (FXTAS) - neurological disorder which may set in at
50 or over in both males and females, causing tremors, balance and memory problems, and
cognitive decline;

Fragile X-associated primary ovarian insufficiency (FXPOI) - causes irregular menstrual cycles,
infertility and premature menopause in females.

Demographics

A total of 113 households representing 289 children responded to the survey: 16 households from NZ
and 97 from Australia. Of the 289 children covered by the survey, 183 were affected by fragile X .
Table 1 shows the sex and FXS status of this group of children.

Most (78%) of the 183 lived at home. As Figure 1 shows most full mutation FXS offspring are mature
adults, indicating the nature of the long-term commitment of families, particularly to those with the full
mutation. One third of all families had a family member who had turned down a job because of their
FXS commitment. Forty nine families (nearly half) indicated their child needed either moderate or
considerable assistance in day-to-day living.

Fragile X Status of Child No. %
pre-mutation male 13 7.1 W1-5yeary
mG-10
pre-mutation female 18 9.8 76 i
11-15
full-mutation male 111 60.7 H16-20
m21-25
full-mutation female 41 22.4
26+
Total 183 100




Occurrence of co-occurring conditions by sex and mu tation status

The following charts show the variability of co-occurring disorders. For full mutation individuals, co-
occurring conditions were quite similar though males have relatively more problems with attention,
hyperactivity, aggression, self injury and anxiety. One of the important findings of the study is this
difference in co-occurring conditions as experienced by pre-mutation FX males and females. At the
pre-mutation level, while females have less difficulty with attention, hyperactivity or aggression they
are considerably more prone to depression and anxiety. These differences have implications for
education and behaviour management.
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Knowledge of FXDs and attitudes toward testing

The sample data show that only 12 out of 113 respondents knew about their own or their partner’'s FX
carrier status before their first affected child was tested. The age of testing for FXDs has changed
over time. Through the 1980s, there was an increase in the average age at which a child was diag-
nosed. No doubt this reflected a new awareness of FX syndrome and the technological capacity to
test. More recently the average age has dropped to under 6, but this is still quite high compared to
similar data from the US.

A number of questions were asked to gauge attitudes to testing for FXDs at various stages:

81% of respondents indicated that the best time to offer testing for both men and women is before a
woman gets pregnant. If pre-pregnancy testing to determine carriers has not been done, most par-
ents would prefer to know, during pregnancy, if their child was affected. A small number of respon-
dents (9) indicated they did not wish to know during pregnancy.

Post-natal or newborn screening of all babies was even more strongly supported.

Av. Age Tested by Year
14.0
12.0 A
@ 100 PN N
& o 7 N
S 60 // N
< 40 7/
2.0
00 T T T T T T 1
>1980 1981-5 1986-9501991-551996-002000-052006-09
Year tested
Tim Turpin Dr Roby n Iredale, PhD
Professional Fellow Adjunct Associate Professor
Centre for Industry and Innovation Studies Research Group ADSRI

University of Western Sydney Australian National University



Inclusive Education Action Group Conference
September 2009

Last year the Inclusive Education Action Group in conjunction with Standards Plus held their first
national conference. | attended the conference as a representative of the Fragile X Trust to increase
our profile, which involved being the person at our stand to give out information and chat to people
about FX.

It was a multi-disciplinary conference with educators, parents, advocacy groups, academics and
others involved in the world of disability. Many of the lectures and workshops were inspirational, with
a strong focus on thinking about what inclusive culture and education means and what it would look
like. | want to share this quote which | think many of us will relate to “To be included is not to be
excluded. To be excluded is to not be included”.

There was a strong political/social change focus which many of us as parents are probably to
exhausted with day to day life to spend much time thinking about! Here’s another quote that summed
up some of the ideas expressed. Disability is “the process that happens when one group of people
create barriers by designing a world only for their way of living”. We need to remove barriers to
change NZ “from a disabling to an inclusive society”.

On a more practical note here are some of the useful ideas and pieces of information | gathered
together with our FX community in mind:

1. Teacher Aides - A good practice model
a. Strong relationship between teacher and TA.
b. TA presented as a benefit for the whole class, introduced as teachers assistant for the class
(to minimise stigma).
TA has clearly defined roles and responsibilities (included in the life of the school).
Designated place in the classroom for the TA.
Communication book between TA and teacher.
Home-school book between TA and parents.
Teacher does all the planning for student, TA has assistant role.
Regular meetings between TA and teacher.
TA always aiming for students to have presence, participation and achievement.
j-  TA seen as a social facilitator, a social connector but knows when to become invisible.
2. An alternative model for assessment
‘Narrative Assessment’ model responds to children’s learning and participation in context and
enables goal setting and recording of successes. http://www.inclusive.org.nz/throughdifferenteyes/
a_guide_for_teachers
3. Music Therapy
This is available as part of ORRS funding. Must be a registered music therapist. Contact;
Dalphne.Rickson@nzsm.ac.nz
4. Halberg Trust
Fund up to $1,500 to help with access to sport. eg. swimming lessons. www.halberg.co.nz
IHC has a library that we can access librarian@ihc.org.nz
IHC has a new DVD series about inclusive primary and secondary schooling and supporting
families and schools. It's in our library.
7. Children’s Commissioner has advocates we can access to work on our behalf to resolve issues
with service providers www.occ.org.nz 0800224453 j.carroll-lind@occ.org.nz

mTa@mo oo

oo

Hope there’s something useful there for you!
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When: 29 - 31 October 2010
Where: Hamner Springs, Mountain View Top 10 Holiday Park

Come and catch up with all the wonderful South Island families and have some fun and
relaxation in the hot pools.

Book it in your calendar now!
More details to follow as we confirm arrangements.

Contact Lindsay for more info: admin@fragilex.co.nz or 0508 938 0552 (toll free)
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A day in the life of Craig Williams
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When: 5 — 7 November 2010
Where: Rotorua, Holdens Bay Top 10 Holiday Park

Come and catch up with all the wonderful North Island families and

have some fun on the Luge and relaxation in the Hot Pools.

Book it in your calendar now!
More details to follow as we confirm arrangements.

Contact Lindsay for more information:
admin@fragilex.co.nz or 0508 938 0552 (toll free)




Managed Clinical Networks for Rare Disorders

In November 2009, the NZ Organisation for Rare Disorders (NZORD) hosted 25 participants from
paediatric specialties, DEBRA NZ, LDNZ, Rett NZ, NZ LAM Trust, Cystic Fibrosis Association, Fragile
X Trust, Fertility network, Muscular Dystrophy Association, Parents of Vision Impaired, Heart Children
NZ, and Ministry of Health and National Health Board officials, and the Paediatric Society, to discuss
the rationale and necessity for improving clinical care for complex chronic diseases.

The meeting opened with apologies and wishes for a successful meeting from a further 21 support
group leaders and officials who were unable to attend because of prior commitments. The context for
the day was set by a message of support from Health & Disability Commissioner, Ron Paterson. His
message included the quote: “I have sympathy with the position advocated by NZORD and its
network. In my view, there is a responsibility to make reasonable provision for the needs of those with
rare disorders, rather than leaving them to languish on priority lists.”

The Chair of the National Health Board, Murray Horn, presented at the meeting and after open
discussion he agreed that the NHB would look at two models for managed clinical networks that
NZORD wished to propose, in addition to the genetic service project which is high on the NHB
agenda.

Subsequently, NZORD's trustees resolved to submit Lysosomal/Metabolic diseases and
Epidermolysis Bullosa to the NHB as the proposed two models of managed clinical networks. Key
considerations in this decision were the background work already done on service delivery for these
diseases, and the good level of collaboration already in place between the relevant support groups
and the responsible clinicians. Also factored in was the relative “do-ability” of these two models given
their small size, and a degree of urgency given the vulnerability of the current service arrangements
for both the professionals and patients.

In March this year, John Forman was appointed to the strategic advisory group that will oversee the
development of a Child and Youth Clinical Network under a Ministry of Health contract to the
Paediatric Society. John has been appointed to bring knowledge of consumer participation and
representation to the group’s work. It is apparent from the first meeting discussion and the work plan
agreed with the NHB, that initially there will be emphasis on establishment issues, and less on
individual service improvement plans.

These are all positive developments for the New Zealand fragile X community. The Fragile X Trust is
working with Dr Andrew Marshall, developmental paediatrician at the Puketiro Centre, Porirua
Hospital, to develop a model for a fragile X clinic. In this endeavour, we will benefit from the lessons
learned by the two more mature models, as well as from guidance through the international fragile X
clinics initiative that is being promoted by Prof. Randi Hagerman, Louise Gane and the US National
Fragile X Foundation.

http://www.fragilex.org




Contact Information

Post

The Secretary (Judith Spier)
Fragile X Trust

196 Taita Drive, Avalon
Lower Hutt 5011

Email
Administration (Lindsay Cooper)
admin@fragilex.org.nz

Advice and information
(Anita Nicholls and Chris Hollis)
info@fragilex.org.nz

Phone
Advice and information
0508 938 0552 (toll-free) or 04 938 0552

Physical Office address

NZORD Offices, 228 Tinakori Rd, Thorndon,
Wellington, 6011 (staffed 10 am — 1 pm,
Monday, Wednesday and Thursday

Phone: 0508 938 0552 or 04 471 2225

WEBSITE
www.fragilex.org.nz

The registered office of the Fragile X Trust is
30 Crest Rd, RD2, Upper Hutt 5372

Sincere thanks to our generous sponsors:

JR McKENZIE TRUST
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