VWhat are the
goals of ECHDO:

We aspire to:

B Exchange information and experience lobby
together

B Liaise with other European networks

B Provide up-to-date information about CHD to
all European patients and their families

B Lobby for European standards on medical
and psychosocial care of CHD patients

B Ensure safety of drugs for all European
patients with CHD

B Improve the circumstances of GUCH (Grown
ups with congenital heart disease) in Europe

B Provide information about research studies
within Europe and share results and
experiences

Imprint/ contact:

c/o Bundesverband Herzkranke Kinder €.V. (BVHK)
Hermine Nock

Kasinostr.84

D- 52066 Aachen (Germany)

Tel. 0049 (0) 241 - 912332

e-mail: bvhk-aachen@t-online.de www.bvhk.de

ECHDO (European Congenital
Heart Disease Organisation)

has important goals. As the
patroness of ACHSE (alliance of
chronic rare diseases) | know
about the importance of such

a network for all the patients with
congenital heart diseases and
their families.

I wish ECHDO a lot of success.

Eva-Luise Kohler,
First Lady of Germany
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What is ECHDO:

ECHDO is the European congenital heart disease
organisation for families affected by CHD

Our Vision is:
To share information and experiences in order

to improve the care and treatment for all people
affected by CHD everywhere in Europe.

First ECHDO-Meeting in Berlin with Friede Springer,
Patroness of KN AHF, Dr. A. Szatmari, President of AEPC
and 56 representatives from 14 European countries)

Members of ECHDO:

M Austria: Herzkinder Osterreich Petra Sitter
www.herzkinder.at

B Belgium: Hartekinderen vzw.
Peter V/d Broeck
www.hartekinderen.be

M Bulgaria: Child’s heart ass.
Mila Markova
www.lex.bg/members/ads

M Estonia: MTU Stidamelaste
Tugithing River Tomera
www.sydamelaps.ee

M Finland: Sydanlapset ja-ry
Katja Laine www.sydanlapsetjaaikuiset.fi

B Germany: Bundesverband Herzkranke
Kinder €.V. - Hermine Nock
www.bvhk.de

W Great Britain: childrens heart federation, Anne
Keatley-Clarke
www.childrens-heart-fed.org.uk

W Greece: Kardiap
Greek Ass. Child’s Heart
Athena Koltsidopouios
www.kardiapaidiou.gr

B Hungary: Ferenc lker
iker.ferenc@axelero.hu

M Iceland: Children’s Heart Foundation Neistinn
Gudrun B. Franzdottir
www.hjartaheill.is

M Ireland: Heart Children Patricia McCann
www.heartchildren.ie

M ltaly: Kinderherz-Verein
www.kinderherz.it

B Northern Ireland: Heartbeat
Irwyn McKibbin
www.heartbeatni.org.uk

B Norway: Foreningen for hjertesyke barn
Marte Jystad www.ffhb.no

B Spain: Menudos Corazones Foundation
Maria Escudero
www.menudoscorazones.org

B Sweden: Hjartebarnsféreningen
Peter Nordqvist
www.hjartebarn.org

B GUCH UK Grown up Congenital Heart Patients:
Claire Wilby
www.guch.org.uk

B GUCH Germany: Torben Geier
www.JEMAH.de



