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EURORDIS

We in Germany have a very differed healthsystem with many different high qualified offers as well as a strong competion of many homecare services and: Germany is a confederation. Patients do loose their bearings.

They got a sight of having the right to get qualified  and efficient help and mostly they are looking for advice at that topic. Even politicians, health assurances and people around got more and more the sight that patients primary need good help. That is not right at people with a chronicle disease who have to cope their allday life.  

We need urgently a strong network of all the experts ( medical, sociological, psychological and therapeutical)  working with our patients, national as well as international. All knowledge should come together and been documented. Those documents can travel, not the patients.

We have to get over specializing in  branches, but specializing in care.

The structure of care should adapt the every day problems of the patient and his family.

We need a specialized and not centralized care. The disease burdens the whole family, they  must been taken into the care . So a long distance to the carestation is a burden more.

Our social confederation has to spare and is doing this also in healthcare.

We in Germany have a clear division between medical healthcare and self help. The medical healthcare is of high qualification, the patientsgroups not, because of the lack of ressources.
Patientgroups would desire to have access to instruments of promoting and sponsoring on european level. But this in a simple language and with less bureaucratic.
The competence of the parents in coping the disease of the children need to be strengthen.

They need psychological and social support to use their power and kreativity in a better way and to save their health condition. The more parents can handle souvereign  the more children and teens can accept their disease and can find to a kreativ coping with it.


The possibilitys of acounting the care in our health structure today does not respect the lots of time need for every patient. The patient, who is living 24 hours with his disease and knows most about it, is an expert.To get a feeling of his situation and to develop a strategie of care a trustful talk is necessary, this means they need time!

