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Childhood Heart Disease
The Facts

» Every week 12 babies are born in New Zealand with a heart
defect; a smaller number will develop a heart condition as a
result of Rheumatic Fever, cardiomyopathy or Kawasaki
Disease.

More than half of these conditions are serious enough to
require treatment through medication or surgery — sadly
some cannot be repaired.

A congenital heart condition is the most common serious
birth abnormality in New Zealand needing ongoing medical
intervention.

The severity of conditions can range from a simple hole in
the heart to highly complex combination of conditions.

» A disproportionate number of Maori and Pacific Island
children suffer from acquired heart disease — often as a
result of Rheumatic Fever.

* Heart disease is the leading cause of death in young
children.

¢ Childhood heart disease takes more lives than all other
childhood diseases combined.

e Every year 450 children will have open heart surgery.
e 70% of all heart surgery involves stopping the child’s heart.

« 1,000 children a year are treated at Auckland’s Paediatric
Cardiac Unit.

e Auckland’s Paediatric Cardiac Unit is the only Unit in New
Zealand. (For nearly 70% of heart families’ treatment for their
child will mean leaving their homes, jobs, family members
and support networks).

e Due to medical breakthroughs, over 90% of children born
with heart defects are now expected to live to adulthood.

e Patients born with more complex problems face a high risk
of developing new heart problems as they age.

e There is a need for teens living with CHD for education
around the need for ongoing care, heart infections,
pregnancy issues, contraceptive options and the need to
avoid drugs and alcohol.

» These patients need specialist Congenital Heart Cardiologists
and Surgeons. Their physiology and needs are quite
different from patients with coronary heart disease.

* Sources — Australian Institute of Health & Welfare, Australian Bureau
of Statistic, American Heart Association. 2
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Heart Children New Zealand celebrated its 25th Annrersary
this year! While there was much to celebrate, it &s also time
to reflect on the way we support and provide servies to
children and families living with congenital heartdisease. It
was also a year dedicated to meeting the challengafsthe
financial recession. As a result, change was a comn feature
throughout 2009.

Board and Governance

Changes to the composition of the Heart Children Mewland Inc
Board came about as the result of changes to thstiidion,
specifically regional representation and provisitorsskill based
appointments to be made. The new Board consigenof
members:

Donna Jujnovich  Upper North Island — Chair

Heather Alford Upper North Island
Sheree Dodson Central North Island
Rob Lutter Lower North Island

Ross Blackler
Suzanne Crosado

Upper South Island — Vice Chair
Lower South Island

Graeme Mann Appointed

Jessamy Neilsen  Appointed — ACH Rep
Ross Pickett Appointed

Sonia Waddell Appointed

Lara Syddall Appointed — Board Secretary

Facing the new reality that there are now moretadiving with
congenital heart disease than children, the Boatthétad on a
review of Heart Children New Zealand’s Vision andssion
which culminated in the development of the 2010281rategic
Plan.

The strategic plan for the organisation encapssifate key areas:
* Awareness

* Membership

 Funding

« Unification

* Credibility

Achieving the goals set out in these strategigativtes will enable
Heart Children New Zealand to provide life long ctmeall those
affected by the world’s most common birth defeal aeart
disease acquired during childhood.

Chairman’s Report

Management

In 2009 the leadership and composition of staff asperienced
significant change. After 8 years leading Heartid®bin NZ,
initially as General Manager and more recently a®0Garth
Halliday moved to a new role in the not-for-praféctor. |
would like to acknowledge Garth'’s significant caélotition and
wish him well in his future endeavours.

Lara Syddall now leads Heart Children and will hibie
organisation achieve the goals set out in the neategjic Plan.
Looking ahead, Heart Children New Zealand is inaviable
position with a clear vision, extremely committemlunteers and
highly skilled staff.

On behalf of the Board | would like to thank evergamho has
contributed throughout the year: our Donors, Patron
Ambassadors, Partners, Members, Volunteers, Omaoms,
health professionals, Branches, Staff and Trustéelsas been a
superb effort.

Thank you

Donna Jujnovich
Chairman



Chief Executive’s
Report

Heart Children New Zealand spent much of 2009
responding to the challenges of tough economic tirse
and the many changes that occurred within the
organisation. | am pleased to report that as a reduof
significant reflection and a robust new strategic
direction, an amazing new chapter in the life of ldart
Children New Zealand has emerged.

Service to our Members

Heart Children New Zealand has long believed thatim®
should travel the journey of childhood heart disealene.
Our commitment to the development of our Family Bup
network and the refinement of over 50 differenvems is
testament to this strongly held belief. Our new
Vision/Mission:To provide life long care for all those
affected by the world’s most common birth defedteart
disease acquired during childhosttengthens this resolve
and demonstrates the commitment we now have that
regardless of age, if you were born with a heatfect or
acquired heart disease during childhood, Heart @ilalill
support you every step of the way.

Providing care and support for a growing memberstiip
no doubt present some challenges, but armed with a
ambitious strategic plan, support from our dedidate
governing body and the ongoing commitment of our
hardworking members and volunteers, | have no tioub
vision can become a reality.

Funding and Expenditure

The 2009 financial results were quite an achievergsen
the mid year forecast of a significant end of yaeficit.
The restructuring of staff at National Office, peumd
financial management and a strong commitment fitwan t
whole team resulted in a positive end of year faian
position. Total operational income for the year was
$1,687,529, a 13.4% increase over 2008 income.
Expenditure for 2009, $1,642,049 was greater {8 Dy
6.1%. Surplus for 2009 was $45,480 compared tdieitef
$83,519 in 2008. Total administration costs regmésd
approximately 19% of total income down from 2592008

Despite the economic climate, the 2009 Heart Childre
Awareness Week managed to achieve the same level o
income as in recent years. Twelve Heart Stopperl€igds
took place around the country, with 186 teams &%l 9
participants braving the icy water, and raisingselto
$100,000. Many schools got involved including sdag

of Plenty schools who trialled a new Heart Childesent —
Heart Jam! The trial was so successful a natienaidh for
Heart Jam is planned for 2010.

Heart Children New Zealand receives no Government
funding and relies on the generosity of the Newlaieh
public. The amount of actual and in-kind supparbfrour
corporate and community partners continues to gnogvis
instrumental in increasing both awareness and funesuld
like to take this opportunity to thank all thoseontave
supported the work we do by giving so freely andegeusly.

Profile and Awareness

General awareness of Heart Children and congeratat h
disease in New Zealand continues to challenge keyfarea
in the 2010-2013 Strategic Plan is to grow awareseshat all
sectors of New Zealand Society know the scale aopesof
congenital heart disease in New Zealand and uradetshe
role of Heart Children New Zealand plays in proviliiie

long care for all those affected by the world’s trrEmmon
birth defect.

Although still very new to the role, | feel trulyipileged to be
part of an organisation so dedicated to servinggmbers. |
would like to thank the many volunteers who givdrsely of
their time, expertise and passion for Heart Childiienthe
members of the Heart Children NZ Inc Board and tharte
Children NZ Trust Board, please accept my sincere
appreciation for the incredible contribution youkaao ensure
the dreams of our members become a reality. Tontiredible
staff members who work so tirelessly making exasyi
things happen on a shoestring, you really are gination, |
admire the selfless commitment you give to all gou

Thank you

Lara Syddall
Chief Executive



Heart Children New Zealand provides life long care
for all those affected by the world’s most common
birth defect or heart disease acquired during
childhood.

The 18 affiliated branches and related supportggou
work with National Office to provide a developing
equitable sustainable service across the country.
Committees meet regularly to coordinate, plan and
manage a wide range of activities and events fr th
families in their regions. Their fund-raising evgnt
family days, coffee mornings, information evenimegs

enable our members to share ideas, off-load prahlem

and just have some fun together.

As an organization we are indebted to our Branches w

work together with us to enhance the lives of Heart
Children in NZ. National Office in Auckland can

provide support to heart children and their farsilie the
hospital environment, but when they return honie the

Branch Family Support Workers who provide the
practical assistance and emotional support that is
required.

In 2009 we doubled the number of branch paid Family
Support Workers providing a comprehensive service i

their local community. Wanganui and Auckland

Branches have now joined Canterbury and Hawkes Bay.

For a committee of volunteers to agree to findftimels
required to employ staff is a huge commitment,tbay

know from first hand experience how important thzt

home” support is.

Branch Report

Practical assistance like emergency hospital cacks welcome
home packs, travel assistance for a companionletost money.
The branch committees develop strong relationshifistheir
local communities and work tirelessly to raise filneds that
support both their local needs and our nationéhbitives. The
activities range from the sausage sizzles anddasttiows to
major events like and South Canterbury’s Jingle Bzdis.

We are very grateful for the support we receivenftocal
community sports clubs, car clubs and many moreo(dgh a
variety of events/activities held by these orgatiires, substantial
funds are raised for our cause and our local pydsbile is
heightened. The Wattyl Lake Taupo Cycle Challenge, Rater
Ekiden Relay, charity golf events, cricket gamesagéchut a few.
We are also grateful for the ongoing generositipoél business
communities who provide services and productsHertenefit of
the heart children families in the region.

Thank you for allyou do to increase the local profile of the ONLY
organisation helping heart children in NZ

Thank you

Julie Neilsen
Branch Coordinator
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Helping Heart Children and their Families

There is not a day goes by that a child does not undergo open heart surgery or new parents face the prospect of
caring for a chronically ill child. We believe no-one should face a heart condition alone. Heart Children New
Zealand helps heart child and their families in the following ways:

Emotional/Practical Assistance

Having a heart defect can mean ongoing treatment

and/or surgeries. Auckland’s Paediatric Heart Unit is the only
facility in New Zealand that has the medical equipment and
technical expertise required for the procedures/operations
needed.

This can mean further emotional and financial hardship to
our families as nearly 70% live out of the Auckland area.

Support in Ward 23B

A dedicated Family Support Team make daily visits to
Auckland’s Paediatric Heart Unit to provide much needed
support (emotional and/or practical) to children and families
in the hospital environment.

For the kids — a “fun pack filled with age appropriate goodies
provides a welcome distraction, reducing anxiety and
frustration.

Support at home

Coming home with a chronically ill child can be very
frightening. The local branch or support group continues to
support the families and children at the local level

Network Matches

On request, Heart Children New Zealand will put families of
children with similar heart conditions in contact with each
other for valuable support and reference.

Support for medical staff at Ward 23B (Auckland’s

Paediatric Heart Unit)

Heart Children New Zealand support the Ward 23B’s medical staff
in areas of education, research and equipment where the support
improves the quality of care for our children.

Provision of Equipment

Heart Children New Zealand provides a variety of recreational,
educational and medical equipment to enhance the overall
care the children receive while at Auckland’s Paediatric Heart
Unit.

Heart Children Van

The Heart Children Van gives families staying at Auckland’s
Paediatric Heart Unit a much needed break, taking children and
their families to the Zoo, shopping and sightseeing.



Coaguchek Machines —funded by Textile Recycling Co.
Children on anticoagulant medication receive

free use of these state of the art blood testing
machines. Designed for home use, Coaguchek
machines eliminate the need for regular blood

tests drawn from the vein. A simple prick of the

finger is enough to test the level of medication
required.

MedicAlert Bracelets

A MedicAlert bracelet can be a lifesaver for a heart
Child in an emergency situation, providing vital
information on a child’s condition and medication
needs. MedicAlert bracelets are available on
request for any child with a heart condition.

Camp Brave Hearts

Camp Brave Hearts is held every year for children

aged from 8 — 12 years and is the highlight of the

year. It provides children with the opportunity to
participate in a range of outdoor activities, learn their
limitations and how to deal with them as well as mix with
peers who understand the daily challenges.

Camp Teen Beat

Camp Teen Beat provides 13 — 17 year old Heart Teens
with a four day outdoor pursuit adventure that fosters
long lasting friendships, independence and confidence.

Boot Camp
Camp for 17 to 25 Year old Heart Youth and Young Adults.

National Conference
The Biennial National Conference provides information on
the latest research, medication and procedures.

Branch Seminar

The Annual Branch Seminar is held concurrently with
National Conference. Offering Professional Development for
Family Support Workers and enhancing Branch capabilities
through ensuring equitable access and excellent service
Throughout New Zealand. Also targeting development of our
youth and adult community.



Heartline
The national quarterly newsletter Heartline,
communicates and entertains members and supporters.

Congenital Heart Disease Information Resource
funded by Express Logistics

The Heart Children New Zealand website is a mine of
valuable information. Well worth a visit on
www.heartchildren.org.nz

The Zipper KidzTM Club

The Zipper KidzTM Club is a unique club for children
who have a heart condition. It offers the children a
chance to get to know others and enjoy the online
facilities in the Zipper KidzTM pages of Heart Children
New Zealand’'s website, plus receive a birthday gift each
year.

Memorial Service

The Annual Memorial Service is held to remember
the children who have lost their battle with childhood
heart disease.
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Auditor’'s Report

AUDIT REPORT

To the Board Members of Heart Children New Zealand Incorporated (“the Society”)

We have audited the financial statements on pages 5 to 10. The financial statements provide information about the past
financial performance of the society and its financial position as at 30 November 2009. This information is stated in
accordance with the accounting policies.

BOARD MEMBERS’ RESPONSIBILITIES

The Board is responsible for the preparation of financial statements which comply with generally accepted accounting
practice in New Zealand and which fairly presents the financial position of the society as at 30 November 2009 and its
financial performance for the year ended on that date.

AUDITOR’'S RESPONSIBILITIES
It is our responsibility to express an independent opinion on the financial statements presented by the Board and report
our opinion to you.

BASIS OF OPINION

An audit includes examining, on a test basis, evidence relevant to the amounts and disclosures in the financial statements.

It also includes assessing:

« The significant estimates and judgements made by the Board in the preparation of the financial statements, and

« Whether the accounting policies are appropriate to the society’s circumstances, consistently applied and adequately
disclosed.

We conducted our audit in accordance with generally accepted auditing standards in New Zealand. We planned and
performed our audit so as to obtain all the information and explanations which we considered necessary in order to
provide us with sufficient evidence to give reasonable assurance that the financial statements are free from material
misstatements, whether caused by fraud or error. In forming our opinion we also evaluated the overall adequacy of the
presentation of information in the financial statements.

Other than in our capacity as auditor, we have no relationship with, or interest, in the society.

QUALIFIED OPINION

The society has two different membership subscription rates and large numbers of membership changes during the year.
Control over the receipt of membership subscriptions which is disclosed as $24232.00 (including donations and interest) on
page 5 prior to these being recorded is therefore limited. There are no practical audit procedures to economically verify this
membership subscription income.

In this respect along we have not obtained all the information and explanations that we have required.

In our opinion, except for any adjustments that might have been found necessary had we been able to obtain sufficient
evidence concerning the above-mentioned limitation, the financial statements of Heart Children New Zealand Incorporated
on pages 13 to 17:
« Comply with generally accepted accounting practice in New Zealand; and
« Fairly reflect the:

- financial position as at 30 November 2009

- results of its operations for the year ended on that date

Our audit was completed on 30th April 2010 and our qualified opinion is expressed at that date.
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Heart Children CEO to lead World Coalition

CEO of Heart Children NZ, Lara Syddall, was recentl
elected as President of the International Congiedgart
Disease Coalition at its first World Summit in Toto. Made
up of 24 countries with patient organizations, @walition
voted unanimously to appoint Syddall as their figicted chair.
The President of the Canadian Congenital HearaAdie John
MacEachern said Ms Syddall impressed the attendingtdes
with the quality of work and programmes she has em@nted
with Heart Children New Zealand. He said that it Bgsldall’s
passion for creating awareness of CHD and enricthiagjuality
of life for children, youth and adults affectedathed to a
unanimous vote.

The Coalition aims to promote quality congenitahfie€are, improve quality of life, increase
congenital heart research and education and raisenational awareness of the lifelong needs of
those born with the world’s most common birth deféicconsider it a privilege to be part of a
coalition dedicated to ensuring lifelong care anpport for those affected by the world’s most
common birth defect,” says Syddall. “New Zealanthgedibly fortunate to have a world class
Paediatric Cardiac Team at Auckland City Hospital together | look forward to sharing our
successes on the international stage.”

In the past, few children born with a heart defamild expect to survive past their teenage

years. Due to medical and surgical advances thera@w more adults living with a congenital
heart defect than children. It's a world first. Howee, despite increased longevity, congenital
heart youth and adults face lifelong health conggpsychological, social and lifestyle issues.

Worldwide the impact of CHD continues to rise. Heré&lew Zealand 12 babies are born with a
heart defect every week, 600 every year, or 1 erye®00 live births. An additional number of
children will acquire a heart condition often asult of rheumatic fever.

Heart Children New Zealand currently provides igess of 50 services to children, youth and their
families. The development of a nationwide youth addlIt network is also already underway.

“With a growing membership and a commitment to nmgethe needs of children, youth and adults
throughout their life’s journey, the number andmszof our services will continue to grow,” says
Syddall.” “Now we can say we’re with you for life.”

Heart Children New Zealand began 25 years agdetieey of then new Mums, Michelle Mann and
Linda Davies who, despite the loss of their ownrhelaildren, set about easing the chronic need for
parental support and information.

Today Heart Children New Zealand stretches actwsgsation, providing professional emotional,
practical and financial support, information, ediar® training, advocacy, specialized equipment
and friendship to thousands of children, youth ligdand their families.



WHERE THERE'S A WILL THERE'S A WAY

Updating your Will? Include Heart Children NZ

Heart Children NZ provides caring support for the families of the 600 babies born

in NZ each year with heart defects.

We know the needs of these families. Our organisation was formed and is led by
parents with first hand experience of the trauma parents go through when they

realise their new born baby has a severe medical condition.

Heart Children receives no Government funding and the services we provide to
heart children’s families are made possible only through the generosity of New

Zealanders like you.

Please consider leaving money to fund the work of
Heart Children in your Will.

Many of us have not been able to be as generous
as we would have liked in our lifetime — leaving a
bequest is a good way of supporting a service
vitally needed by the community without risking our
financial wellbeing in our lifetime.

Most of us are able to look back and consider
ourselves fortunate to have had a good life and
wouldn't it be good to help these families who
haven't been so lucky.

Recent years have brought dramatic surgical and
medical advances allowing over eleven of the
twelve babies born each week to live into
adulthood. We estimate that there are 10,000 New
Zealanders now living who were born with heart
defects. By leaving a percentage of your estate, a
sum of money or other assets to Heart Children in
your Will you will be helping these individuals and
their families to lead normal and fulfilling lives.

We suggest that you consult with your Solicitor or
Trustee organisation for advice on writing or
updating wills — They know how best to ensure
your instructions are carried out.

Please contact us if you would like any further
information on Heart Children and how your
bequest will make a difference.

John Childerhouse

Major Gift Fundraising

Heart Children NZ Inc.

P O Box 108-034 Symonds Street, Auckland 1150
Phone (09) 377-9950

Email: heartchildren@heartchildren.org.nz
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Debbie Madden

Ext 811 -Debbie@heartchildren.org.nz
Branch Coordinator
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Angela Turner Accounts Assistant

Ext 814 -Accounts@heartchildren.org.nz
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