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I CONTACT INFORMATION I

Heart Children NZ  Inc 3 Canterbury Branch
Christchurch Community House,
141 Hereford Street,
Christchurch 8011

heartcanterbury@paradise.net.nz

Family Support Office: ( :940 9430

Regional Family Support Coordinatdétaren Hand
Family Support Worker Debbie Kopa

The best time to contadfarenor Debbieis between 9am and
3pm from Monday to Thursday indhofficeon 940 9430

As they are often out on visits it is best to ring to arrange a tim
before you pop in as they would hate to miss you.
At other times try their mobile027 630 4648

Judith (343 3902

Secretary/Treasurer - JudithWakelin
Judith works from home so most times are OK to ring.

( :3275602

Administration

Chairperson

Other Committee :
- Jim VincgViceChair) - Helen Vincdfundraising)

Ross BlacklerHCNZ Upper South Islaibard Rep( 03 3381611

- Lisa Stanley

Heart Children Mw Zealand Inc
www.heartchildren.org.nz

Address: PO Box 108 034, Symonds Street, AUCKLAND
Phone 09 377 9950 or 0800 KIDZ HEART
South Island Branches:
South Canterbury Mid Canterbury Nelson
Nicky M erritt Tania Green Merise Carter

Tel: 03 688 1611 Tel: 03 308 8393 Tel: 03 544 9848

Blenheim
Bronwyn & Bruce Cooke
Tel: 03578 8801

West Coast/Buller
Diana Menzies
Tel: 03 789 6984

This Newsletter is Sponsored by...
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Hi

/' snét it [/ ovely to see the
so much nicer. This is a busy term with lots of end of
year and summer things happening so | hope it is a

great one for you all.,

We have a smaller newsletter this month as want to let
you know about the Christmas Party o n Sunday 9
November. We need to quic kly get the reservations in
s0 we can book the food and let Santa know who is
coming. We hope you can come - this party is open to
all the family but you must reserve your place

straight away.  Please let me know as soon as possible
if you are coming - by phoning me on 343 3902. Or by
email on heartcanterbury@paradise.net.nz _ or send
back the form at the back of the newsletter.

Once again we have had some great support from
businesses this last month. Thank you to all the people
involved. All our services are only possible because of
this great support ! Please visit and support the
businesses mentioned and let them know how much we
appreciate the ir support for heart children.

Have you found a celebrity or team for the 2009 Heart
Stopper? This is in the last week of May. Please let
me know if you can help so we can start publicity .

Best wishes

Judith  J
Page In this Issue
1&2 Contacts, Important dates & Xmas Party
3&4 Family Support , Reports and Events
56 Thank you, Birthaays, Special Memories
7&8 Heart Story & Kids pages
9 Contact Information & Party reservation
10 Raffle Sheet

Do you know a business that could sponsor a newslett

We produce 5 to 6 newsletters a year and each one is sent to over 350 people

The business hame and details would go on the front page

We need$300 to produce each newsletter so any that can be sponsored would be gré&adntact Judith for more information

S U
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| !mportant DateS [——

MURMERS Get Together - Wednesday 29" October - 10.30am Debbie/ Karen 940 9430

- Wednesday 26 " Nov - 10.30am Debbie/ Karen 940 9430
Education Evening - Thursday 6 " November - 7.30pm Debbie/ Karen 940 9430
Christmas Party - Sunday 9™ November - 11 am Judith 343 3902
Lake Taupo Cycle Challenge 0 Saturday 2 9 November - Taupo Heart Children NZ Inc
HCNZ Canterbury Branch AGM - Monday 23 February 200 9 Judith 343 3902

;;3% THE |_|ON Heart Children Canterbury
FPFOUNDATION | Christmas pary

Yes, it is getting to that time again! Ast  he parties at Steam Scene have b een so good we are going back there
again this year. Looking forward to seeing all of you at the Christmas Party on:

Sunday 9 November 2008

11lam to 2pm %

At Steam Scene

McLeands | sl and, Har ewood
(Take the road towards Orana Park & Steam Scene is on your left , not long after the big b ump in the road)

Thank youto The Lion Foundation for helping us fund this great party ~ once again so we can provide the
Spit Roast food, Mr Whippy, and rides on the trains and hopefully Santa will pop by .

As | ast yes(&8-tefgsd raceshegg catching, hammering etc ) were so successful we will be having more this
year so be prepared for action.

This is a Heart Family Picnic Day so bring:
4 your blankets or chairs,
4 your sunhats, sun umbrellas, sun cream etc,
4 Drinks for both the children and adults ~ &it can get very hot out there & we hope!
4 some balls or games and
% Of course the cameral!
4 Money to buy that winning raffle ticket.
We would love to see all the family as this is a good time to meet up with other heart kids and families.
You MUST RSVP to let us know you are coming.
Please do this as soon as possible so we can organise items for the right amounts. This allows us to
0 Avoid waste - we will only order enough food for the people who let us know they are coming !
- If the event is cancelled for some reason we will let those who have contacted us know.
4 If possible p lease could each family bringa  small donation? This could be money we can use for special
support for families or could be something like wine  or lovely toiletries that we can use for prizes or raffles.
4 Ring Judith , Karen or Debbie if you have any queries.
* Raffles and Wrist bands etc on sale at the picnic.
% See you there.

Please RSVP by 26™ October .
There is space to do this on the bottom o fthe C ontact Information form.
Or you can phone or email me but | need to know numbers of adults and names
and ages of children.

Phone Judith 343 3902 or email: heartcanterbury@paradise.net.nz
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Family S upport News

On the 8" of November we will have an Education Evening.
Our speaker will be Tim Hornung, paediatric cardiologist, wh
many of you will be familiar with. The topic will focus on
school and behavioural issues faced with children after
surgery, following with aguestion and answer session on any|
topic that you might have ¢
Heart Condition. This is a great opportunity to meet Tim in a
relaxed and friendly environment. Tip It is always a good
idea to make a list of questions thgou would like answers
too before you arrive on the night. Make sure you boak

Donét forget to book your s
the 9" November at Steam Scene. Once again the Spit Roas
Company and Mr Whippy will be in attendance, but
rememberto bring your chair, picnic blankets, drinks and
extra goodies i n your picni
been before, an adult must accompany a child on the train
rides. Judith will have plenty of games for all to enjoy as well,

Karen and | held our fist Bereaved morning, with 7 families
attending. With the initial start being quite difficult for
everyone, the morning naturally developed into an open
discussion of each t h expéiiences. Hopefully for those
that attended the time was a great way talk openly with
others that have experienced a loss of a chiltiis was &ery
moving morning and we hope to have another meeting soon.,

Our Murmurs coffee group held in September was our larges|
with 32! This kept our entertainer, Sarah, the Music Fainysy
with many keen preschoolers. Mums, Dads, Grandparents a

si bl ings all enjoyed catchi
and scones. /' f you havenodt
keep up to date with whatos

to expecton your next visit and mostly to talk to other
parents whose child may have the same or similar condition.

A comfortable and informative morning where everyone is
welcome. These coffee mornings are totally funded by Heart
Children Canterbury for our famiies to enjoy. Thank you also
to Emily Millard and the Hockey Club for the venue, which is
proving to be very popular with many of our families

In the past 2 months we have had another 6 new families
added to our increasing data base. Our information packs
have also gone to all our new families. With new families an
children going to Starship we have delivered and posted nea
20 gift packs, containing a wonderiul selection of toiletries,
baby items, personal care goodies and chocolates. We have
had a famastic donation of very special booties knitted by
Mary Edgeworth to add to our baby gift packs.

/' f you havenét registered y
you to keep up to date with
Canterbury region. Registering with Hea@hildren NZ will
also give you the opportunity to find out what is happening
at a national level. There is a minimal joining fee, but, this
entitles children to attend Camp Brave Hearts, Teen Beat
Boot Camp and you will receive the national newslettér
Heartline and have access to free items like Medic Alert
bracelets. Contact Judith for the registration forms.

Home visits have become an important part of the Family
Support Work. This enables me to visit families in a home
environment where the childrerare relaxegespecially if they
have just returned from Starshihis also takes the stress
away from families who doné
or have an ill child.So if youcannot make the coffee
0 Mernysof wodld pyererume to ke 4 Hbrfiesitspledsé anle
me on 940 9430 to make a time that suits.

Karen and | hope everyone enjoys what
remains ofspringand a long hotsummer

Debbie _
t fr#ilyGappdrt vor

pace for

¢

Education Evening
c baf.86pm /Tb\ursdayo@ NMovembers a v e

Tim Hornung from Starship Hospital will be down in
Christchurch and will be our speaker for the evening. He w|
initially talk aboutschool and behavioural issues in children

after heart surgery After this he will answer any general
guestions you may about congenital heart problems.

The Education evenis@re a great chance to talk with the
cardiologists away from the hospital a more relaxed setting.

n i

no

Appointments at the hospital can be very stressful and we h

¢ education evenings aims tivercome that and so it is a very

b expeniencing th&samedssugsyas. Ve hawepasroatl suppst
the eng of theagyemiegnA golg coin donagon wauld te/great
help with this if you are able.
2S dzadzZ fte KFE@S G4KSas Ia Yl
7.30 or 8pm. But this depends on numbéfsve have too
many we vill find somewhere bigger and let you know. So
you would like to come please let us know and we will the

need a lift we could help arrange this with another parent.

You can RSVP by phagiKaren or Debbie at the
office on 940 943@r ringingJudith on 343 3902
or by emailincheartcantebury@paradise.net.nz

ly

FREE CPR TRAINING

Knowing CPR is important to everyone but particularly
o nportgnt to,us winhegrtehildreny - 55 ¢t pis
BtAehnstand AE8 are efferfige CRR/Tramihg
Registration is only onlineThere are lots of dates and
times available so hopefully you can find a time to suit.

[
confirm the venue and time and give you directions etc. If y’I>

ve

our children with us and time always seems to be an issue. fhe

informal evening where the discussion is over a glass of wing or
oA coffee and there is plenty of time for more in depth questiofs.

n g ltis Also greageto cha&t with thegr adher pdremts who yay wau}/f

y
o w

NI

This is greatdr anyone needing to up skill or learn CPR
for the firsttime. You can register for free CPR Trainin
at: http://stjohn.asb.co.nz/index.html or visit the
www.stjohn.org.nzwebsite.
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OMURMERSG6 Coffee Group

We will be having our  next coffee group s at 10.30am on
Wednesday 29" October
Wednesday 26 ™ November

atthe Hockey Club Café at Porritt Park at 875

Avonside Drive . But we may change the date and venue
to suit those who wish to come.

If you would like to come - even if these days do not
suit - please contact us!

We will then work to find a day that suits and to let you
know if we change the venue or date.

There is plenty of room for the children to run around
and we tryto  arrange some entertainment for them.

Please ring K aren or Debbie to let us know you
would like to come
( 9409430 office ( 3830723 home
( 027 630 4648 cell phone

Travel Assistance

Heart Children NZCanterbury Branch offers

Spring Raffle!

Our Spring raffle with 3 prizesill be drawn atThe
Christmas Party on 9 November
LF &2dz OFyQid O2YS (2 GK
support heart children you can pr@rder these by using
the form at the back.

It would also be great if you could sell the tickets to yqur
friends, workmates and families.

Theraffle is restricted to 249 ticketand it would be
good if families could skeht least $10 worth.
Please send the order s & money to reachus by 4
November or bring them to the party

One ficket for $2or 6 for $10

1% prizegHamper with lovely items to make summer
perfect including Top to Toe Voucher valued at $75, 3
Buin bag, and beautiful toiletries
2" prize¢ Pasta set with large serving bowl and
individual pasta plates
3" prizeg a smaller hamper of lovely luxury items

Place your order now to be in to win

travel assistance to familie@sho must travel to
Starship hospital for medical treatment with their
heart child.

This assistance is available for a parent,
guardian or other support (e.g. father,
grandparent, sibling) who isavellingto
Starship but who is not receiving any additbn
help from any other agency (eg. M.O.H.)

The maximum amount that we can reimburse is $400.00

This travel subsidy is possible due to a
generous grant received froBendigo
Valley Foundation

Bendlgo

Help!

We need someone to organise a fundraiser for 2009. We
someone who takes on the initiarganising, contacting and
coordinating. We will help with letters and tasks but nged
to do the main gathering of business support and organising.

e

As there is such a lot of preparation for Heart Kids week in
we suggest something between JulyQotober 2009.

People have suggested midwinter dinners, movie nights et
which are all great buive needyouto take charge and start
the processes NOW.

Can you help? Contact Judith .

Vallcy

Sports & Charif We are grateful for this support from
Foundation Bendigoas we know thevalue of having
two adults supporting your heart child at

Starship.

For information and an application form please contact
Karenor Debbieon 940 9430 or Judith on 343 3902

4

Congratulations to the
Newton and-Patchett family on their wedding.

All the best for a wonderful life together
Thank you for asking for donatiottssHeart Children at the wedding

Answers to kds Pages
Picturesl & 7 Crossword
Across: 2porridge, 5 bacon, 8toast, 108bun, 1tjuice, 12tea
Down: tegg, 3rice, 4muesli, Bhoney, #ruit, 9-milk, 1kjam

Blue Heart ribbons

This year we have blue ribbons to represent blue heart
our itemto give to donators.

They come in small display boxes that are great for stoIe
n

countersg each with 100 ribbons.

We have bought lots & need businesses to have them
display for donations from now on.

Can you take a baw put them in your work place®r
how about asking a local shop to have them on display

Ring Judith if you can take a box for sale.

I Heart Children Stories I_

Thankstd A Yy I | YR 5 S NBgicturg ackéls #e db sl
way to you. Now we need more stories.

We need to find stories that haveot been used before dor a
variety of ages etc. Please can you send us your story?

Please send them in to Judith lartcanterbury@paradise.net.nz

Also if you go to an event likke camps or Clistmasparty or any

other Heart Children Event please send us your photos and storfs!

Piz

d

ay

as
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U | Thank You ! U

Our thanks go to all our wonderful supporters. Without them we could not provide the services we do. Thanks to
the following organisations who have supported u s over the last few months or provide d funding for future months.

Bendico Bendigofor their continued support obur travel subsidyo help a second paremr other supportpersonto go
Valley with our heart children to Starshipwe all know how important this i¥hey are also now helping with our funeral

Foundation Subsidy Thank you BendigoYou are fantastic

@he.  Thank you to the hard working team bions New Brightomvho has been fundraising for Heart Children
4‘@‘) Canterbury and raised an amazing $5000. This is a fantastic ambhist and the money raised at the sports Aucti

will be used for the Family Support servieeswe now have both Karen and Debbie as family support warkers

\;9 THE LION Our Christmas Partipr 100 familiess A 1 K F22 R>X RNA Y1 a4 { NJcanfgo R
4 % ahead due to a wonderful grant of $5000 frdrhe Lion Foundation This party is such a great
b

t

FOUN D/\TION event for families to get together and relax with other heart families. Thank you for this fantgstic

contribution.

)P
Thank you to BP who gave us $250 waft petrol vouchers to help us when visiting families. Visiting families in their gwn
cars each weelnvolves many kilometres of travel. Usually tlestof this has been unrecognised and borne by peeple

visiting This donatioris a lovely help toards some of thesélhank yolBP.

We are delighted to receive another 1000 envelopes to use for our newsletters and generﬁ

Communty Post 2008
sty postage. This helps reduce our costs tremendously. ThankigZealandPost

Thank you to all the wonderful people who dondt& memory of littleHarrison Edgeworth
Thank you also tWoodfield GlenandHei Hei Kidsfirst kindergartefor also collecting in memory of Harrison.

Thank you tdKatie and Maureen Pottingedor collecting donations for ribbons or wristbands

Our need 6r services is constant so it is great to have the support of businesses whelgegrting us by donating services or
displaying our collection boxes or wristband¥hank youo these businesses who do this

w“! Toyworld Tower Junctiorsell our wristband so if you want any of these pop into see them at Tower Junc
The Warehouse South Cihas continued to send us contributions from their collection boxe

o As well as collecting in Awareness wésw World- Fendaltonhelp us with goods at cost prise T

NEw WORLD

Para Rubbehas our collection box on their counter for all donations RUBBER
{1

’"

Thanks tdJnichem Bishopdale Pharmaeyho has had collection boxes for several years now.
The Campbellano's superior gift box company has a donation box in their store at 2888&teRoad, Richmond

LeeAnne has the donation box availableCafffee on Cashel282Cashel Streetor next time you need a great coffee

Craig and all the team at dzy' y Aar8Hodse Shirleyare often making collections for Heart Children Canterbury.

These are all fantastic businesses who have chosen to support us to help raise funds for heart children.
Please show your support to all these wonderful businesses and let them know how much we appreciate
their help!

357km + 100,000lbs in 3 days!

James is planning to parti@fe inan awesomehree days of challengéde help raise funds for
Heart Children NZCanterbury!

Hischallenges over 3 daysclude
Friday 29 May: Lift 33,000lbs of weightsFitness Canterbury Gym, Christchuaciithen RUN approx 3€5km (Starting from Sign
of the kiwi across Summit Rd, through Sumner & finishing in the city gentre
Saturday 38 May: - Lift 33,000Ibs of weightsFitness Canterbury Gym, Christchurch tBeKE approximately 280kiitom
Christchurchio Hanmer return trip - over the remainder of the day,
Sunday 31 May: - Lift 34,000lbs of weightsFitness Canterbury Gym, th®UN the Christchurch SBS Marathet2.2km !!!

James is working really hard to try to prepare himself for this challenge and is hoping that he geféuiotls to help motivate him
as it is agruellingchallenge.
Support James in this amazing challenge by goirattp://www.fundraiseonline.co.nz/ JAMESSTYLER
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i Happy Birthday |

Happy Birthday to  the se hear t children w ho are having their birthday in
November and December !

Under Fives! Turning Five to Twelve ! Teenagers! Heart Adults
Amelia B Grace B Simone L Natasha A-G
Jayda L Georgia B Chelsea P Annie H
Jar L Morgan -Leigh B Zoe P Rory J
Jaxon M Braden C Shania G-R Casey S
Amelia N Cassandra C Dakota S
Rachel D Leodicia T and Tyrone T ol missediast

Ashana J -T

: Birthdays are so special, especially to children so | would like to include all our heart children.
| arfi sorry if your name is not hegeinfortunately | can only use the ones from the forms retuiinetie last couple of
8SIENEP® LT &2 decéllydedsé Gdi yolr BryhS§baék yo3ne so | can include your names.
If you sent me your forms back and your birthday Mamenberor Decembebut not listed here
please give me a call.(Judith 343 3902) as we may not have received your form.

New Arrivals and new Families

We welcome these new families to

Heart Children NZ -Canterbury Branch. " ’J
Booth, Joli, Pattinson and ‘ _kt
Rauhihi-August famil ies e "

|
In Special Memory I

|
’ I
Our thoughts go to our very special heart
! children who would be having their
o birthday s in these months too.

Remenbering is the journey the heart
We remember Caseyand send our warmest

Into a time that was, and our thought: wishes and thoughts to  his family .
tickets needed to ride. —
May you find comfort in each beautift o W . » . -e
- "';n

Heart Children Christmas Cards

These gorgeous Christmas Cards are individually packed and dsbkevitom Heart
Children New Zealand Inc. at $2 each.
The hearts and words are in gold. They are lovely quality.
_ To order the cards send your money and order to
B > Heart Children New Zealand Inc.

LA PO AW PO Box 108 034,
I Symonds Street, AUCKLAND




Zoeds St s .

Our pregnancy had been trouble free with Ginna even undertaking an 80km mountain bike
UDFH DW ZHHNV VR ZH ZHUH EORZQ DZD\ WR OHDUQ RI RXU
week anatomy scan. We were referred to Christchurch Hospital forfurther investigation
and a second scan took place 5 days later. This was a very worrying and stressful time but
right from the beginning we decided the best thing to do was to remain positive.

EPHP

At the second scan we were told the baby had transposition of the great arteries with a
ventricular septal defect (VSD) and pulmonary stenosis. It was explained to us that an
arterial switch operation may be possible but this would depend on the degree of
pulmonary stenosis and that for the remainder of the pregna ncy we would have regular
scans at CWH.

We were also given a Heart Children information pack. Thank goodness for that information! It meant we could avoid the inter net and
helped so much in those first few weeks. An antenatal diagnosis comes with its ups and downs 2we grieved for what might have been,
but were so grateful that our baby would have the best possible chance and as time went on we felt excited about the arrival of our

first child. We decided to have genetic testing carried out sothatw H NQHZ DOO ZH FRXOG DERXW RXU EDE\-Y FR
genetic conditions were found.

Once we reached 32 weeks the cardiologists made the decision that the birth could take
place in Christchurch. They felt the VSD would compensate for the transpasition and that the
pulmonary stenosis was not significant. What a relief to be able to stay at home close to
family and friends and live as normally as possible while waiting for baby to arrive.

Our little girl Zoe arrived on the 20 t April by emergency c-section (due to her heart rate
dropping during labour). Zoe was quite small (2.94kg) but had good apgar scores and
breastfed well. The fetal circulation changes in the 48 hours following birth so she needed to
be monitored in the neonatal unit. The next morning when we went up to see her we were
told that she would need to be transferred to Starship as her oxygen saturation was too low.
Transport for Zoe the next day was unavailable so plans were put in place for the 22" of
April.

At first the weather was unsuitable for flying but later that day the plane from Starship arrived to collect Zoe. We took a very tearful
taxi ride to the airport to take a commercial flight as the medical plane did not have room for us. Travelling 2 days post ¢ -section was
QRW HDV\ DQG WKH PLGZLYHV DW &:+ ZHUH TXLWH UHOXFWDQW WR GLVFKDU JadpitaM ,
but chose to stay with Derek at Ronald McDonald House. We were at Ward 23B soon after Zoe arrived and relieved to find herstable.

The following day was a day of investigations to determine the best course of action. At 3pm the decision was made to perform an
atrial septostomy to create a hole between the atria to allow better mixing of oxygenated and
deoxygenated blood in the heart. Over the next few days Zoe recovered from the procedure
and anaesthetic and gradually her lines were removed and Ginna was able to stay with Zoe on
the ward.

At 5 days old we were very excited to give her a first proper bath and were told we wo uld
probably be going home in a few days. The roller coaster really started to get going now as
WKH QH[W GD\ =RH:-V VDWXUDWLRQV GURSSHG DJDLQ DQG
she was back in the high dependency unit on prostin and taken to theat re to have a PICC line
inserted as her lines kept collapsing. She then spent a night in ICU as she was in respiratory
distress and we were told they would do surgery to insert a shunt to take extra blood to her
lungs the next day. Later that day a chestx-ray showed pneumonia so the surgery was put on
hold. This time was probably the most stressful for Ginna whose pre-baby career was in
medical microbiology. Sometimes a little knowledge is not a good thing!

Zoe was still breast feeding with top -up naso-gastric feeds but over the next few days continued to de -saturate and was moved back to
PICU. Finally on Saturday 3 May Mrs Finucaine decided enough was enough and that they would insert the shunt that day. We were
so relieved as we were starting to wonder how much more our little girl could take. Seeing Zoe post -surgery on the ventilator was
extremely hard, she looked so unlike our pretty baby.

She recovered well and over the next few days the ventilator and chest drain were removed and she was weand off oxygen and other
meds. We moved back to the ward and it felt like coming home. How quickly 23B had become so familiar to us! The next day Zoe
proved breast is best as she enjoyed her first breast feed since her surgery. Her recovery was without omplications and six days post
surgery we flew home to Christchurch. People at the airport looked at us like we were mad to be travelling with such a small baby.

Zoe is now five months old and is doing well. She is still little compared to other babies h er age but is
growing steadily. We have since been back to Starship for a cardiac catheter in preparation for her
major open heart surgery which will take place when she reaches 8kg. We would swear she knows
she needs to grow as since the cardiac cathete has started waking 3 or 4 times in the night for feeds.
Her growth spurt is very evident on her weight chart, making it all worthwhile.

We try not to focus too much on what lies ahead for Zoe 2this is not too difficult as L VBudh a joy to
watchher JURZ DQG OLIH ZLWK D VPDOO EDE\ LV DOO FRQVXPLQJJ 6Kl
just our Zoe.

:H-G OLNH WR FRQYH\ RXU KHDUWIHOW WKDQNV WR +HDUW &HLOC
Trust.
Ginna, Derek and Zoe Alston.




