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Congratulations
It's Fragile X!
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&\ Hi everyone,

8*‘% Since the last newsletter, we have run two family gatherings in Christchurch and

8*\ Wanganui. It was great to finally host an event in the Sou  th Island. The family

§ gatherings continue to be a great time to catch up with other  families and Louise Gane.

N We all keep an eye out for each other’s children while parentst alk and the kids have a

&\ great time hanging out together. In Wanganui | awoke to the b ig smile of Bruno who
appeared at the doorway with a newspaper. Bruno had charmed the Top Ten owner

% into allowing him to ride on the motorized cart and help deliv  er the morning

&\ newspapers. On Saturday we went on the Steam Boat up the Wan ganui River and in

3* the afternoon the kids rode around on camp go-carts.

In Christchurch, Louise spoke to a packed hall of parents a nd professionals on a range
of fragile X topics, spanning infancy to adulthood. Thank s to Trina for organizing the
event, Senorita for running a terrific session on hyperarousal at both Wanganui and
Christchurch, Jayne, Nic, Judith, Andy and Isobel for or  ganizing food for the

8% barbeques. Special thanks to Louise for all of the effort she ¢  ontinues to invest in

8*& supporting New Zealand families, both at the family gather  ings and with follow-up

8% phone calls and emails throughout the year. For more on these even ts, see pages 6-9.

¢ This year we will run our first national Fragile X conferen ce since 2003. The conference

&\ will celebrate the amazing advances in treatment and knowled  ge of fragile X over the

&\ last few years. We are very pleased to offer an all-star line  -up including Randi

&\ Hagerman and Marcia Braden. Randi’'s visitis part of a  collaborative effort between the
Fragile X Trust and the Fragile X Association of Australi a.

8% In another major collaboration with our Australian colleagues , we are undertaking a

8*\ national survey of fragile X families. This is the first such survey to be undertaken in
either country and will provide information on the needs of fra gile X families, which we

& can use to advocate for better services in education and health  care. The survey has

8*\ been developed by Dr Don Bailey who specialises in the ethical a nd social issues

& associated with genetic testing, especially in the context of newborn screening for

8*\ fragile X. The survey has already been undertaken by over 100 0 families in the United

§ States and some of the initial results were presented at the Fr  agile X Conference in St

8% Louis. | encourage you all to participate in the survey. See p age 4 for details

&

& Jodi and | continue to make presentations on fragile X at sch  ools around the country,
% supporting the teams working with fragile X children in t heir care. This year
&\ presentations to schools are planned for Kapiti, Gisborne and  Auckland

So, another busy year for the Fragile X Trust. | look forward to seeing you all again at
& the November conference, if not before.
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Hutt Valley expansion continues . The Fragile X Trust has been invited to establish an
office in a new complex being developed by Hutt Valley RDA (Riding for the Disabled) in
Silverstream. Within the next 12 months we expect to have a office and part-time
administrator.

Funding . We have received $21,320 from the JR McKenzie Trust to assist with our education
and advocacy programmes and also to contribute to the costs of the administrator. This is the
largest single grant the Fragile X Trust has received and a clear sign that our funders are
appreciating the value of our work. Increased funding means increased responsibility,
however, so we have engaged a local accounting firm to review, upgrade and monitor our
financial management systems.

Membership . We received $2020 in mailing list subscriptions and donations in the last
financial year. We very gratefully acknowledge two personal donations of $400 and $1000! All
donations, however, of any size are of immense value to the Trust. They demonstrate that the
fragile X community values our work. Also, they provide funds that we can use for purposes
outside the criteria of many of the grants we receive. For instance, it is very difficult to get
funds for overseas travel. So, this year your donations will go to help bring international
speakers to the fragile X conference. If you haven’t renewed your subscription yet, please do
SO NOW.

EVERY DONATION HELPS!!

National Fragile X Survey . We encourage everyone to participate in this survey. It does
take quite a bit of time and effort but it will be a very valuable source of information on the
needs of New Zealand'’s fragile X families. We are extremely fortunate to have this opportunity
as Don Bailey and his team at RTI International have put a huge amount of effort developing
the survey for US families, supported by substantial US funding. We and our Australian
colleagues then had a relatively simple task of adapting the survey to local conditions. To
have someone of Don Bailey's stature overseeing the survey and assisting with the
interpretation and presentation of the results make participation in the survey even more
valuable.

Some information on Don Bailey . Dr Bailey is a Distinguished Fellow at RTI International.
For 27 years, he was on the faculty of the University of North Carolina at Chapel Hill, where he
was Director of the Frank Porter Graham Child Development Institute. Dr Bailey’s research
has focused on early identification and early intervention for children with disabilities, as well
as a family adaptation to disability. For the past 20 years, much of his work has focused on
children with fragile X syndrome and their families. He has an extensive record of
publications, with more than 170 peer-reviewed articles, chapters, and books on a wide variety
of topics related to early education, early intervention, and family support. Currently, Dr Bailey
directs several projects funded by the National Institutes of Health and the Centers for Disease
Control and Prevention on various aspects of fragile X and broader issues surrounding the
ethical, legal, and social consequences of genetic discoveries and the disclosure of genetic
information to families, including newborn screening. In 2006, he received the Career
Research Scientist Award from the Academy on Mental Retardation. He is President of the
Board of Directors of the National Fragile X Foundation (www.fragileX.org).

For more information: Phone 0508 938 0552 (or 938 0552 in Wellington)
or email fragilex.info@nzord.org.nz



The National Fragile X Survey <

The first national fragile X survey was carried out in the United States in 2008. The survey is now being extended
internationally to Australia and New Zealand. The information that has begun to come out of the US has already
had a significant impact. Survey results from Australia and New Zealand will provide researchers with important
internationally comparable information on how fragile X syndrome affects families, including the medical and nu-
tritional needs of fragile X children, the use of educational services and supports, and the cost of raising a child
with fragile X in our countries. All families with a fragile X child, either a carrier or with the full mutation, is encour-
aged to participate.

This study is the first national survey of fragile X families in Australia or New Zealand. The survey results will be
shared with fragile X organisations, researchers and legislators to help change policy and improve practice.

Although many studies have been conducted with families of children with fragile X, this study will be the first in
Australia or New Zealand to survey a large number of families. Your participation will provide researchers with a
national picture of the needs of families with a fragile X child.

The survey will run from May to September 2009. In the first section of the survey each family is asked to provide
information about each child in their family, regardless of whether they live in the household. For each child, we
will ask their age, gender, whether they have been diagnosed with fragile X, and some general health information,
such as have they ever had a seizure. We will ask similar questions about each adult living in the household. The
second section will include more in-depth questions about your family. It will take about 35 minutes to 40 minutes
and can be completed online or by telephone. You are able to take a break at any time and resume later.

All information collected will be kept confidential. Your answers will be combined with the information we get from
other families. Individual answers and names will not be published in any study report or disclosed to any individ-
ual or organisation.

Participation in the study is voluntary and you have the right to stop your participation at any time. In addition, you
may choose to skip any questions that you do not want to answer. If you have questions about your rights as a
survey participant, please contact the Fragile X Trust on 0508 938 0552

The study is directed by Dr. Don Bailey at the RTI (Research Triangle Institute) International. RTI is collaborating
with the Fragile X Association of Australia and Fragile X Trust (NZ) as well as several US Fragile X organisations,
researchers, and the US Centers for Disease Control and Prevention, the primary funding agency for the study.
Don Bailey is a leading authority on fragile X and the broader issues surrounding the ethical, legal, and social
consequences of genetic discoveries and the disclosure of genetic information to families, especially in the con-
text of newborn screening. He is president of the National Fragile X Foundation.

If you have questions about the study please contact Chris Hollis or Anita Nicholls on 0508 938 0552 (toll-free) or
email fragilex.info@nzord.org.nz.

To participate, simply visit the survey website fro m May to August 2009 at

https://fragilex.rti.org
To complete a phone survey, call 0508 938 0552
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Hutt Valley news

In Naenae College's 2008
end of the year prize giving,
'Ofa Laukau was the proud
recipient of the Barclay Cup
for an excellent attitude in
Special Education Physical
Education. He is seen here
with his brother Siaosi.

James Hollis cleaning his kick wheel before working on another creation. James has recently
joined the Wellington Potters’ Association where he is receiving plenty of praise and useful
advice. The pots shown are examples of his early work.
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Spurred on by the success of our
first South Island family gathering
last November, seven families met
up again at Trina and Arthur
Elwood’s house in Christchurch for
an impressive spread of cakes and
savouries, intense conversation and
the obligatory Wiggles appreciation
session. Thanks to Trina and Kim
for organising it.

Frances and John Judge in conversation with Maretta Beeke

Jack Wellstead (Clyde), Bradley Caffell (Dunedin) and Joel, Edward and Bradley (and Anthony)
Isaac Beeke (Waimate)
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Contact Information

Registered Office
Fragile X Trust (NZ)
30 Crest Rd, RD2
Upper Hutt 5372

Secretary (Judith Spier)

Fragile X Trust (NZ)
196 Taita Drive, Avalon
Lower Hutt 5011

Email: judith.spier@xtra.co.nz
Tel: (04) 567 8532
Mob: 021 131 9778

Advice & Information
(Anita Nicholls & Chris Hollis)

20 Golders Rd
Upper Hutt 5018

) )
) )
Email: fragilex.info@nzord.org.nz EC ( EC
Tel: 0508 938 0552 (Toll-free) Ea e
Or:  (04) 938 0552 EC Ea
Mob: 021 938 090 & b

Web: www.fragilex.org.nz

Sincere thanks to our generous sponsors

JR McKENZIE TRUST
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