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1 September 20(
Hi there everyone.

A warm welcome to our newsletter! | hope that¢btl weather we've been having hasn't
impacted too heavily on your family and now thatiSg is on its way you are starting to get out
about in the sunshine more.

Since the last newsletter our family has moved friwnckland down to Wellington to live. We fe
that it was a good time to move back closer to amily and further away from Starship Hosp
which, thankfully we don’t need to visit as freqtlgmow. We have settled into life in Wellingt
and have been enjoying all the things that the t@bipas to offer. We have been particularly
enjoying all the parks, playgrounds, markets anfdscaround the waterfront during the weeke
Make sure you drop me an e-mail if you are evaWellington as we are alys keen to catch up wi
other families.

Our website has moved onto a new system and has dieen a design makeover during the
month or so. The new colour scheme reflects theuc@and style of our logo and the layout is r
easier for visitordo navigate. A big thank you to Benedict, our vaesigner for all his hard work «
keeping our site looking fabulous and up to date.

If you have any updates, stories, research, sstmlenotivational poems that you have found
useful or interesting we would love to include themour site. Pleasemail them through to me ai
| will organise for them to be put on.

| would also be interested in any new photos ofrychildren or of interesting vein of galen imay
you may think suitable for the site too so we caggkit looking fresh and up to date.

Have you visited our online forum? Our online foris a place where we can communicate with «
other, share ideas, offer and ask for supportgasistions and get to know each other.

The forum allows us to get together even thougralivBve miles apart. ltwould be great to see @
forum being used so please drop by and leave aagess You will find the link to the forum on @
home page www.veinofgalen.org.nz.

| have been thinking about nqvages to add to our website that would be of helpetv families.
would like to have a page for families that hav& jound out they are having a baby with the
condition or they have a child who has just beegosed. Sometimes all the informatmn the sitt
can be overwhelming and when you are in the “JesnBDiagnosed” position you want info fast
don’t have time to research or wade through emt@bsites. | am imagining the page will have ic
for where to next for these families. | m lookif@y someone tgout this page together, may
someone who has recently been through this andjiwaradvice from their experience. Let me kr
if this is the job for you.



Over the last six months there has been a largease in the number families sending in requestsmformation
and support from albver the world. | have been sending through génetia of galen information and ideas
where to look for help to these families but somes they are asking for information relating toirttmspital
systems or other information relating to the areahich they live and my knowledge is a little ited when it

comes to this.

If you know of any other support groups aroundleeld that | could direct these families to or dwywould like
to be a support contact for where you live could ptease let me know.
Also, if you have any other ideas of ways to helpport these families please share them with me.

Best wishes,
Bridgette Wright
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New Families

The Vein of Galen Malformation Support Group woull

like to extend a special welcome to the followireywn
members and their children.

Rachel and Derek Nelson and daughter Rosa
Rosa was born in March this year. She has had a
number of embolisations and is currently waiting
what we all hope will be her last erfor a long while
She is being treated in Starship Hospital in New
Zealand. Rachel and Derek have put together an@
Bridge website and welcome you to visit to keeptal
date with Rosa’s progress. Rosa’s website is:
http://www.caringbridge.org/visit/rosanelson.

Sarah Hodnett and her daughter Alyssa
Alyssa is eleven months old and has had two
embolisations. Her proud Granny Elaine tells us isl
doing well.

Kaylene and Bruce Grigsby and daughter Ebony
Ebony was found to have vein of galemlfarmation in
October 2003. Ebony is now seven years old and is
enjoying being at school.

Tina and Carl Doran and daughter Kendal
Kendal was born in March this year. She was diagd
with vein of galen malformation at 36 weeks geseta!
Kendal is sheduled for her first embolisation in Aug
this year, which we all hope, will go well.

A Big Welcome
to You All!

: Website

New On Our

e The website has had a design makeover
e complete with new colours and layout. It no
only looks fantastic, it is easier to navigate td

e An exciting new online forum. This is an

excellent tool for communicating, offering and

seeking support, asking questions, sharing
information and for chatting to get to know
each other better. We can't physically get
together for a coffee and a chat but now we

DO.

have the next best thing. Make sure you stop

by and leave a message.

e Mason, Danny and Fynn'’s personal stories |
been updated. It is great to read that all thfg
these boys are doing so well. The updates |
been added to their stories so click on the lin]

to view their stories on the “Our Stories” page.

e We now have on line membership, question
and feedback forms.

e There are a couple of new inspirational stori
from around the world about children with th
e condition.

|deas for New Pages

Calling volunteers to put together some new page
Let me know if you can help.

Newly diagnosed - Where to from here

Just for Dads - Support and advice in bloke speak
Little Miracle Kids Page - page for our kids
Glossary of Medical Terms - relating to VGM
Explainina Procedures in Kids Soe
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ge coming Your Child's Ad"ocate

Once you become a parent you begin to find thaethee many roles that you will have to fill. Quofe
the most important roles is to be your child’s ssl most assertive and effective advocate.

As a parent of a child with vein of galen malforioatl have found this role to be quite involved and
at times challenging. | wanted to write this detito share with you what | have learned while
advocating for my son over the last three yearhoge that it will make your job of advocating t
little bit easier.

When my son was discharged from hospital we wetenpa the care of a very wise home care nt
On her initial visit she told me that “I would netalbecome the expert on my child’s condition,
able to tell other medical professionals abounhd @ould need to keep information about all his
treatments and the different teams working with’hirt the time | thought this a

little over the top. Looking back now this is thest piece advice | received about becoming mys
best advocate.

After being home for only a few days from NICU witty son he stopped breathing for a minute o
We cdled an ambulance and with the words playing ineay from the home care nurse | pickec
our NICU discharge report, my baby and&antainer of expressed milk in case he would rega
nasal gastric tube again and boarded the ambulance.

In the emergency department no one knew us, otarkier anything about vein of galen
malformation. We asked the staff to call NICU oerdok in the computer and we were told “You
not in NICU now.” We sat back in our places as phafessionals took over asethseemed to kno
best. Our son was x-rayed and we were told heinvhsart failure! We had already told them this on
arrival and that it was part of his condition.tdrsed to realise | did know something. | then
remembered | had the letter anceaft urged the doctor to read it, we started tosgehewhere. M
first step at advocating, be it a little timidlypchmy realisation that letter from a medical person
worth its weight in gold.

Once home again, | decided to start a folder ofiafoymation that we had about his medical history,
condition and his doctors names.

After one of the many clinics we attended | recdigeclinic summary letter. At our next and every
clinic after that | requested a copy of the sumnietter to be sent to us and | added them to our
increasing folder.

| learned that all the doctors working on your disilcase don’'t automatically receive these letigs,
have to ask for this to be done. | now have anlist of all the professionals who need a copy in my
folder!

You sometimes have to advocate firmly and asséytieeget your child the help they really need and
these letters can provide the evidence and infoomah medical terms to get your child seer
picked up by a service when appointments seenhikes teeth. Information is your best key to
opening closed doors. Go armed with your folder.

<° 9 ° P <°® H° <2 5



Becoming Your Child’'s Advocate cont.

Last year | went to a talk about raising boys byepting expert lan Grant. In this talk lan saidtttas ¢
parent, you need to realise that you are the éudd your child’s life. Everyone else is a stimtractor ot
your parenting job. As the builder you have an investderested, subcontractors work with care buelibr
no responsibility.

In my son’s team there are many medical profestscmad educational professionals or sointractors an
you will probably be the same. It is your job asiychild’s best advocate or builder to ensure yhld has
all the sub contractors he or she needs and tegtate providing the best pdsde service for your child. A
an advocate you may have to make changes or sieghatives to your child's team if the best outcoraes
not being achieved.

Being an advocate means you sometimes have to sfarol your child and ask professionalsetplain,
modify or stop what they are doing if you knowsihit going to work or be in the best interest fouy child
and your family. Sometimes it can be hard to seidive to a professional but remember you knowr
child best and no one will care for your child asam as you.

Being an effective advocate means you will have to:

e Be an expert on your child, their condition, theiedical, emotional and educational needs.

e Collect, collate and share information about yduitd; their condition, treatment etdlake a folde
and take it everywhere.

e Communicate respectfully and honestly and speakdmmtly and assertively.

e Ask questions to clarify and find out more. Dob# afraid to ask for explanations in every
language if you don’t understand.

e Debate and persuade professionals to provide dwegyyour child needs and is entitled too. D«
take no for an answer when you know your child’'stlaterest isn’t being taken into consideration.

e Ask for help and support when you need it. iygee needs help along the way and there are
people out there only to willing to help you.

e Make changes or seek alternative professionalgufgre unhappy with a service or provider. Do
be afraid to get a second opinion or change presid®©nly you have your child’s best interest
heart.

Sometimes it is not easy being your child’s advedaitt with experience and practice it does beccamiee

In twenty years time when my son is grown up, | itanlook back on my journey with him asparent an
know that | have done my best to be an effectiwmeator for him. | want to look back with out arggrets
of questions not asked or services not pushed Ifarant him to be provided with every opportunitydaall
the help and support he require to grow and develdys fullest potential. 1 know you will be tlisame.

Best of luck!
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Little Viracles

he Club for Vein of Galen Kid

RhymeTime
It is no accident that nursery rhymes, lullabieg ar 5[@9913’ 5[@9913’ QDiCkIy,
/

children’s songs have been passed along for me

generations. Both parents and children love the | 7

When you share rhymes and songs with your ch | QDka[y
you are sharing language and getting to know yc rsjowly, slowly, very slowly,
child better. Songs and rhymes help your child 1
learn through repetition, rhythm and rhyme.
Repetition Slowly, slowly, very slowly,
When words are repeated over and over in a rhy
or song your child learns to expect what is comir
and their brain becomes better organised to hea (Walk fingers over body slowly)
speak and later on to read. Repetition also help
establish early memory skills.

Rhythm Runs the little mouse,
Babies are born with rhythm! From sucking to
banging a spoon on their highchair, many of you
child’s actions are rhythmic. The rhythm in song All'around the house.
and rhymes can attract a child’s attention or cal

a child depending on the rhythm. Sharing rhymes
and poems with different rhythms helps the brain
to begin making pathways and connections whicl
will help mathematic learning when they are olde
Rhyme {
The rhyming words in songs and poems help bQN’N’ZF»
children hear similar sounds. Because rhythm ai
repetition attract a child’s attention they willcfas
on the words they hear. Learning to recognise (Hands in fists, one hammers on top of the other)
similar sounds will help your child develop Shake, shake, shake.

language and help them learn to read when they

Creeps the garden snail.
e .
Up the wooden rail.
Quickly, quickly, very quickly,

Quickly, quickly, very quickly,

Daraze, Damrrzr,

Hammer, hammer, hammer.

are older. (Shake hands like shaking water off them)

Have Fun _ i Twirl, twirl, twirl.

Just have fun sharing rhymes and songs with yot

child and you will get a big reward for your (Move hands around each other like Wheels on the
efforts. When you share rhymes and songs Bus)

together with your child, you are creating a

: e Clap, clap, clap!
closeness that will last a lifetime.

(Clap three times as saying the words)

Have fun sharing these poems and rhymes with
your little one.
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