
INVITED SPEAKER PRESENTATION Open Access

How to keep a patient support group running?
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The achievements and challenges of modern society
have an important impact on patients with rare diseases
and on the patient support groups that have been estab-
lished in many countries. Although people are now able
to exchange information from one corner of the world
to another just in a minute via internet, personal rela-
tionships and wholehearted personal communication
have remained the best ways to share experiences and
to support each other. Nowadays patient organizations
may also contribute to shaping patient-centred health
policies by describing their experiences and expectations
on diagnosis and care. Networking with medical experts
often leads to improved access to medical services and
novel research findings. We will report on the experi-
ences of two young patient associations in Mexico and
Poland.
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