
1.To preserve and protect the health of patients with Dyskeratosis Congenita and 
other Telomere Disorders, by providing and assisting in the provision of facilities, support 
services and educational materials not normally provided by the statutory authorities. To 
advance the education of the public by the publication of a website, newsletters, 
information sheets and other materials. 
2.To promote and protect the physical and mental health of those affected by 
Dyskeratosis Congenita through the provision of advocacy, support, education and practical 
advice. 
3.To advance the education of the general public, medical and scientific professionals in 
all areas relating to Dyskeratosis Congenita and other telomere disorders 
4. To promote research into the mechanisms underlying Dyskeratosis Congenita and other 
telomere disorders. To promote research into new and repurposed treatments to cure, to 
slow progression of or to prevent complications of dyskeratosis congenita.  
 
 
Mission Statement 
 
To improve diagnosis, management and access to treatment for Dyskeratosis congenita and 
Telomere Biology Disorders through advocacy and by raising awareness amongst healthcare 
professionals, patients and the public. To provide support and advice for individuals and 
families affected by Telomere Biology Disorders.  
 


