
CRAZY HEARTS
Swiss Adults with Congenital Heart Disease

Presidential Address

Tough Hearts Conference 2014

Baar, July 21



Welcome in Switzerland



Simple CHD

 simple correction (75%)

Complex CHD

 grossly correctable

Highly complex CHD

 not correctable

 operations to separate «blue» and «red» circulation



Estimations for Switzerland

• 75’000 newborns per year

• 1% of newborns have CHD: 800/year

• 90% survive into adulthood: 

675 persons every year since the sixties

Today:   approximately 12’000 children with CHD

30’000 adults with congenital heart disease

… and they lived happily ever after



Adults with Congenital Heart Disease

more or less fixed, not cured

• pediatric heart surgery immensely successful

• immense efforts to make heart kids survive

• adult cardiology unprepared

• GUCH without specialized care = time bombs



Martin Rothlin, born 1930

Cardiologist

Delegated into Åke Sennings

operating theatre at Zurich Childrens

Hospital

Pioneers of Swiss GUCH cardiology



History of CUORE MATTO

1989 Parents of children with CHD get organized - EvhK

1996 Discussions on necessity of a new organization:

11 GUCHes, between 17 and 47 years old

Choice of the name CUORE MATTO

1997 First meeting of CUORE MATTO

Week-end organized by parents

1998 Discussions on independence

Choice of logo

Searching for sponsors to help printing a flyer

1999 Launching General Assembly - CUORE MATTO is born

7



Mission statement:

 Promoting contacts among youngsters and adults with CHD

 Empowering people with CHD

 Networking with CHD patient organizations worldwide

 Promoting specialized healthcare for people with CHD



P r e s i d e n t s

Co-President Linus Bernet

Doris Zemp

Co-President Andreas MeyerEva Troxler



P r e s i d e n t s



Full Membership

in total 220 GUCHes became members

at present 180 full members = GUCH

resigned 5 GUCHes

died 35 GUCHes, aged 18-75 years

(average 36 years)

Solidarity Membership

at present 56 persons / foundations

C U O R E M A T T O M e m b e r s



GUCH Members by Age Groups



Structures and finances

Volunteers:

Board – Secretary – Working Teams

Paid work:

Short term collaborations – p.ex. public relations company

Long term collaborations – p.ex. webpage

Donated work: 

p.ex. educational meetings by companies

Finances:

Membership fees – GUCH members / Solidarity membership

Donations, Sponsoring, Fundraising events



social gatherings, holiday weeks

adjusting very diverse needs

Contacts with other GUCHes



Empowering GUCHes

Informative meetings 

Catching up with patient education

• medical questions and own responsibilities

• legal and financial questions

• lifestyle and psychosocial questions

• sports, relaxation and self-defence



Internat ional Contacts



 Parent Organization

 Swiss Heart Foundation

 Procap,  ProRaris

 WATCH – SGK

 …. and many more

C o l l a b o r a t i o n



P u b l i c A w a r e n e s s

 society

 lost GUCHes

 healthcare and health policy



Felix Gutzwiller

MP and Professor of Public Health

Patronage Committee

4 prominent publ ic  personal i t ies



René Rindlisbacher

Comedian – himself a GUCH

Patronage Committee

4 prominent publ ic  personal i t ies



René Prêtre

Pediatric Heart Surgeon

Patronage Committee

4 prominent publ ic  personal i t ies



Patronage Committee

4 prominent publ ic  personal i t ies

Thierry Carrel

Heart Surgeon



THANK YOU


