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Fragile X refers to a group of genetic

conditions now refe
X-associ ated Disorde

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.

All children with delayed
development or autistic -like features
should be tested for Fragile X
Syndrome.
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supporting families living with fragile X syndrome

ed to as OFragile
Registered office; 196 Taita Drive, Avalon,
Power Hutt 5011

Postal address; PO BOX 1322, Nelson 7040
Free phone: 0508 938 0552
Email: info@fragilex.org.nz
Web: www.fragilex.org.nz
Charity Commission Number: CC25998
Trustees

Chris Hollis - Chairperson

Lance Norman - Treasurer

Judith Spier - Secretary

Senorita Laukau
Nic Cuthbertson
Bronwyn Markey
Raymond Dickinson
Louise Smith
Executive Director Andrea Lee
andrea@fragilex.org.nz

Free phone: 0508 938 0552

Fragile X New Zealand is a parent -led
charitable organisation which aims to;

1 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
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Weld the end of an e)alfor t EoEls

Ni chol |l s &feanhielfyt. tWee JHutt Val™te

for the Wairarapa, |and in doing so alre

breaking ties with |the fragile X conlnect

that sustained uk over the past 20 _ylears

the families of thel HAAGOIVAO AAAOODOAO]

and gave the confildence to try.and [buil.

the family focussed ‘%gbborotE’ghe%%v%ngtAhoaql

we have today. The .dAéﬁ?\TeAriief'l' 'Iwel'ArEqueCA)'l'
fragile X convinced us that ,p'arg@)tAsA@Aeeiépﬁt%Sk_n
of (in the paraphmoasepdawendisingfi anaeapman
ust need to b&l mdir édefvierlno pa ntdh ec opnrsoigsrtaemmnie
did come up with the name |and for me NO LONGER
refer to the child but to the&ﬁtlﬁcﬁ@()l&ﬂ'ﬁﬂly' st r at
ss our strengths, to cel ebr alt uccess,  and t ol deyv.
e #AIAAOAOEIQ Xo [UAAC
uture now involves settling [inté& wadDQlaG@Ah iaAi(f e,
nity, l ots of tractor work flor_Ben, ..ot s, ... plot.t.e
, and for now at | east a rath‘%$ g‘@AgEILme'gp]g%fooErlc-
new job as the |l ocal coordinaA®5E|ccr (A,&'Itbs)&hfl\@ZE' §
connections.
scussed at our AGM, we are ke#:alnlitg)lrEerre's%x)% e bo
of us being in the role for |lagEOAAEG.EFPO.,. 3 UOHNA |p as
nce three new trustees have |joined our team. |Loui
y and Raymond Dickinson are |alf EA®arkin® sT AAAQQIgi k]
at set of skills in business|, finance..and R)(%I%'I'thc"
Wel come aboard! 4 OAl OE Il ) o Al
at the AGM, we&bagmondedittdecliagmge fAmdhea down
rack it might even come with )a]’l;E|n@|rg\®sEe|‘i% slal ar
ational <coordinator. She is r Executive i rlecto
priate title for Andrea givenSiDAAOAshﬁEOIdloe&\?Brruch
inate activities: she runs t organlsatlo So,.
cts that the board of truste &8h§@ cAoEnAthd@Qcé"iEn'E
operations, including specif n an
s are afoot there too). Andre)aci pc'gnér;mAth?a%cé&uqéﬂtgabﬁ)r
to take a | ead role in develloping and i mpl emelntin
Needless to say, I }ﬁsavaebicloimpileestetoconfidence i n A
our organisation i ncentcroeudr ssend hat continues to b
sed on a |l ess fragile, more resilient future for
mi hi nui, Chris
entirely breaking ties with the Hutt valley and



Fragile X New Zealand Newsletter Summer 2017/18

and a demonstration from the local volunteers.
The children enjoyed jumping into the fire
truck! See phones from the weekend later in

This issue we this issue.

celebrate the 10 year

anniversary and Anne Smith has written an insightful piece
success of the No later in this issue and has offered to work with
Longer Fragile X families in her professional role as a clinical
education  workshop psychologist. Families can finally potentially
programme. Just one access behaviour support by a professional
of the many great  \ho knows fragile X.

ways FXNZ supports and educates the
community to help our children and young
people to be their very best. Dr Marcia
Braden was here at the beginning of the
journey and development of the programme so
it was fitting that she was here again running
workshops as we celebrated 10 years. Around
100 family members and professionals learned
strategies for success in both education and
daily living. Many families also took the
opportunity to have one to one sessions with

| hope your children have settled well into the

new school year. Andre has started a new

school but 1 dm pleased to
of prior planning, visits, photos, a social story

and a video of the teachers welcoming him, he

has started the year well. Please share all the

fantastic resources we have specific to fragile

X and the fragile X learning style with your

teaching team this year. It can make a big

difference to the success our children can

achieve.
her. Thank you to everyone who supported
the workshops and helped organise and On a sad note 18d like to
fundraise for the event. Hall 8s passing. Trish and

son with fragile X and have been part of our

We combined Marciads vi Eo'mﬁ]uni‘«/lfo]; nqanyci/é"an. idh galdll)?c]ied

Fragile X Family Gathering. It was our

biggest yet with over a 100 people taking part
over the weekend. We visited Sheepworld, the
Waiwera Hot Pools and even managed a visit P .
from the local fire station with their fire truck 'l AO A A ) A A

at the end of last year. She left a generous
bequest to FXNZ to support the community.
Our condolences to lan and the Hall family.
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difference it makes to education teams in
understanding the strategies and

AAA A - ~ A A IterveRtions that st I7 tiingnthe best
300A0ACEAO A& O 3 0ANAM Tﬁﬁgﬁpﬁ

In October 2017 Dr Marcia Braden visited NZ

and presented about fragile X. SLT Lynne
Hayes also presented. The presentations are
available online at www.fragilex.org.nz

&8.: 111 O0OAI
The FXNZ AGM was held 28th October in
Orewa, Auckland as part of the annual
Fragile X Family Gathering. Thanks to those

who attended and shared there ideas.
Meeting minutes are available upon request.

71T OAl &OACEI A 8

In October we held our biggest gathering yet
with over 100 people taking part over the
weekend including family fun at Sheepworld,

Waiwera Hot Pools and a shared meal
including Fire trucks and real Firemen!

& 01 AOAEOEIT ¢

Huge thanks to Leona Byrne and Patricia
Norman for the fundraising Quiz night held
in Auckland in July. Just over $3,000 was

raised. FXNZ also held an online auction via
Trade Me which raised around $800.

&OACEIT A 8 #I1 ET EAAI
FXNZ together with Dr Andrew Marshall
held another Fragile X Clinical Forum in
September. We aim to run another later this

year. Please get in touch if you would like to
take part.

/] 2% 3UI DI OEOI
Bronwyn Markey and Raymond Dickinson
represented FXNZ at a recent NZ Rare

Disorders organisation Symposium making
some helpful connections for the future.

O1 , 11 CcAdTi OEOERE DA
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

AT AOA

results for children by fragile X. Over
100 professionals and families have recently
taken part. Pl ease get
more information.

LTOA‘%APETTAI
FXF F'r&égile )Fcon%rence, July 11 -15th
2018, Hyatt Regency in Cincinnati, Ohio

www.fragilex.org/nfxf -international -
conference
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Fragilexnewzealand continues to be a’good
way to raise awareness about fragile X and
share fragile X news and events. If you are a
parent and would like to join the parents
group let Andrea know.

5 0A&E01 xAAOGEOAO
1. Fragile X New Zealand
www.fragilex.org.nz

2 . The National Fragile X Foundation
www.fragilex.org

3 . Augtralian Fragile X Association

& | @ fragilex.org.au

4. The Fragile
www.fragilex.org.uk

X Society

5 . For information about education

and behaviour in Fragile X
www.marciabraden.com
6 . Information about FXTAS

www.fxtas.org
7 . Fragile X research www.fraxa.org
8 . People First www.peoplefirst.org.nz

9 . Parent to Parent New Zealand
www.parent2parent.org.nz

10Disability
www.disability.org.nz

l11Enabling Good Lives
www.enablinggoodlives.co.nz

Connect
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http://www.facebook.com/Fragilexnewzealand
http://www.facebook.com/Fragilexnewzealand
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then in recent years the ongoing support

xA AAT AAOAOA OEA AGdh e HE Bundatidn XN presented

the NLF workshop programme to parents,

The No Longer Fragile (NLF) Education wh Fnau, s$eacheospspesialists, support
Programme was developed by Anita Nicholls and  staff and students at schools in Whangarei,
Jodi Heenan with the generous support of the Auckland, Cambridge, Thames, Rotorua, Taupo,

Todd Foundation. US based fragile X specialist ~ Gisborne, Masterton, Levin, Lower Hutt, Upper

. . . Hutt, Wellington, Nelson, Motueka,
and. Educational psychologist Dr Marcia Braden Christchurch, Dunedin and Balcultha. Over 40
advised on the content development. It began

_ ) programmes have been run over this time, each
with two very successful workshops by Marcia one individualised to the group. Feedback on the
Braden organised by Fragile X New Zealand programme has been overwhelmingly positive.

(FXNZ) in Wellington and Auckland in 2007.
The overall goal is to build inclusive As we celebrate the 10 year anniversary of the

communities by strengthening, building capacity NLF programme we reflection on the wide

and empowering whFnau, ga@gﬂng ippagtitgaﬁfaadforparentsand

communities to realise and support the potential whFnau and in the communit)
of people with fragile X. NLF is designed to feedback from the workshops:

share resources and information about the Silverdale Kindergarten, June 2017;

fragile X learning style. It aims to increase
understanding of the importance of the
neurobiology of fragile X syndrome and how it
affects self-regulation and learning.

Excellent, practical information and strategies.
It makes such a difference to have parents/
whanauy/professionals on board working
together.

The programme is unique in that it has been
developed by and delivered by families and
parents living with fragile X syndrome. For the Thank you so much for your very informative

first five years Anita Nicholls, an early childhood ~ Presentation. There was new learning for me,
teacher, former parent PRIEYaEa0E arqueatlevessiandy gakesg
autismé and parent of t WeTeGseFerkaUHRIRebY S ns wi t h
fragile X syndrome presented the workshop often  gysan Harsent, SLT, Ministry of Education
alongside Jodi Heenan. Jodi is a parent of a son
with fragile X syndrome and a primary school
teacher. For the past five years Andrea Lee has
presented the workshop in her role as National Bronwyn Markey, Parent
Coordinator for Fragile X New Zealand. Andrea

Danielle McNaughton, Head Teacher

Awesome. So appreciate that Andrea was able to
come and offer this workshop.
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Thank you for sharing your knowledge and
personal experiences d very valuable

Learning Support Advisor, Rotorua Ministry of
Education, 2017

Thank you for all your time, enerqgy and passion.
Youdbve hel ped us
know. Wedére feeling
about the future for Flynn.

Parent, Auckland, 2015
Hobsonville Primary School, May 2015;

Very well delivered and lots of practical
strategies we can use Amanda Neighbour,
SENCO

oThank you so much for
Learning held at our school yesterday. | have
had lots of positive feedback from staff which is
f ant aAnnhe Leith,drincipal

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

Advanced Strategies
http:// www. fragilex.
Educ &2t0itdandout s. pdf
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Krista Payne, Parent, Pukekoh

/! really |/ oved the way you
and [ ncorporated the group
Connor - | feel really strongly that those who are

with Connor on a daily basis are the true

experts particularly family. /a/so really liked

o6real exampl es t

EFIOS/ItsIa%%hggrq, ed(c m/(meBcbmg{I 0

Educat$Smwmeci al Educatlon

HIi my name is Sally Wilson and | am the
Principal at Raurimu Avenue School. We had a
workshop at our school that was led out by
Andrea regarding Connor a most fantastic five
year old that is helping us to understand his
world with Fragile X. We are very passionate
about Inclusive education 9 it benefits us all -
AR PPYfFE@GFoRLpSENnt ation
educative, interactive and very user friendly. We
(the staff of Raurimu Avenue School) felt a
genuine sense of connection to all and we now
look forward to maintaining this relationship

whi ch has the united kaupa
Connoro. Once agalin thank
opportunity.

Sally Wilson, Principal of Ra
Whangar ei

or Success 2017 workshop
rg. nz/  dSatraa/tfaafuetse/spdf
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