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Hearts of Hope (HoH) Australia is

a national non-profit organisation
that is incorporated under the
Corporations Act 2001. We have
been endorsed by the Australian
Taxation Office as an Income Tax
Exempt Charity with Deductible
Gift Recipient status.

The organisation was first setup in
2002 by a group of families with
HLHS children. For two years we
operated as the Australian HLHS
Information Network before we
decided to formalise our group so
we could provide better support for
families.

We were registered as a Company
Limited by Guarantee in August
2004 and are self-funded through
donations, membel
and fundraising activities. Our
programmes are run by volunteers
and coordinated by the HoH
Executive Committee.

Kellin (QId)

We offer non-medical support to
all families with a child born with
complex heart conditions that
cannot be cured through medical
intervention. This includes, but is
not limited to conditions such as
HLHS and other single ventricle
anomalies.

Our primary goal is to ensure that
every child born in Australia with a

complex congenital heart condition

receives the best possible medical
care to control their diseases. We
do this by:

%+ Providing information and non-
medical support to carers and
parents so they can make
informed decisions and be able
to advocate for their children;

%+ Supporting medical research
and funding the purchase of
equipment that improves
survival rates and the quality of
life of sufferers of complex
congenital heart disease;

Giving feedback to the medical
community so that they have a
broader understanding of the
needs of children and families
affected by congenital heart
disease; and

Raising awareness of complex
congenital heart disease in the
broader community.
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About Hearts of Hope

Australia

Hearts of Hope Australia Limited

(ABN 70 110 635 517)
39 Crystal Downs Drive
Blackmans Bay TAS 7052

Phone: (03) 6229-8169
Email: contact.us@heart-of-hope.org
Website: www.hearts-of-hope.org (Support Site)

www.hearts-of-hope.com (Family Stories)

Hearts of Hope Australia was registered as a Company
Limited by Guarantee in August 2004. We are a non-
profit organisation governed by a Board of Directors and
an Executive Committee comprised of representatives
elected by the HoH Membership. Whilst the Board has
overall responsibility for the operation of the company,
the day to day management of HoH, including the
development and implementation of policies and
programmes, has been delegated to the Committee.

HoH Corporate Governance

Directors: Csaba Ovari  Joanne Crisp
Brian Garcia Ron Galea
Executive Committee:
Chairman: Csaba Ovari
Public Officer NSW: Patricia Cull
Public Officer QLD: Neville Hyde
Public Officer SA: Tony Jones
Public Officer TAS: Csaba Ovari
Public Officer VIC: Leanne Amarant
Public Officer WA: Brian Garcia

Treasurer:

Other HoH Office Holders:
Fundraising Coordinators:

Joanne Crisp

Joanne Crisp
Csaba Ovari

Deb Rennie
Andrea Hyde
Monique Garcia

Membership Secretary:
Newsletter Editor:
Publicity Officer:

Fundraising

Hearts of Hope Australia now has approval in all States
and Territories to engage in fundraising activities. We
are a health promotion charity and have been endorsed
as a Deductible Gift Recipient by the ATO. As such, all
donations over $2.00 are tax deductible.

Our Web Sites
Hearts of Hope Australia maintains two web sites:

¢ Information about our organisation and about CHDs,
including links to many reputable medical sites, can
be found at: www.hearts-of-hope.org

e Many families have chosen to share their
experiences with others
www.hearts-of-hope.com, where you will find
stories from our members and other families that
have children with congenital heart diseases.

Note: The information on these sites does not necessarily reflect
the views of HoH Australia and links to external sites do not imply
our endorsement of the content of those sites.

HoH Family Contacts

Several HoOH members have volunteered to be available
to families for support. The role of our family contacts is
to support others that have children with complex
congenital heart disease. They do this by sharing their
experiences and providing information and resources
that will help other parents make the best decisions for
their children.

Family Contacts

NSW Annmarie Fisher (02) 4267 2457
Patricia Cull (02) 4648 2592
Brett & Serena Manwaring (02) 9349 5775
NT Trudy Court (08) 8988 5032

Deanne Jewell
QLD Neville & Andrea Hyde

SA Tony and Natalie Jones
Kerrie Goodfellow
Colin & Allison Mills

TAS Csaba & Anne Ovari

(08) 8985 3394
(07) 5569 2669

(08) 8262 1470
(08) 8522 7740
(08) 8389-6828

(03) 6229 8169

(03) 5358 2945
(03) 9395 8789
(03) 9758 1489
(03) 9333 1586

(08) 9537 7568
(08) 9361 1314

VIC Leanne Amarant
Jason & Kelly Carter
Stewart & Simone Downs
Lynette McCoullough

WA Debbie Rennie
Joanne & Peter Crisp

Our Family Contacts cannot provide medical advice as
they are not doctors. Furthermore, the severity of CHDs
and the outcomes for children with these conditions
varies considerably. If you need any information or
would |ike to speak with
to call any of the parents listed above.

News and I nfoé

Welcome to the second issue of the HoH Newsletter. So
much has happened since the first newsletter was
published more than a year ago that it has been
impossible for me to produce additional issues of this
publication. The great news on this front is that Nev and
Andrea Hyde have volunteered to take on the role of
Newsletter Editor and this will see the HoH Newsletter
being published on a regular basis. My sincere thanks
to Nev and Andrea.

Most of my time, since the last issue, has been spent on
gaining approvals to engage in fundraising activities.
This has been a bit of a battle as applications had to be
submitted to all States, each of which have varying
requirements. Related to this task was the need to
review governance issues and several amendments to
the HoH Constitution were made in order to allow for the
day to day management of the Company to be passed
to elected Executive Members.

Since adopting the revised Constitution on 12 June
2006, the Executive Committee has been busy
developing policies and procedures to ensure that
Ho H 6 s | obligagoas in respect of fundraising are
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