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Bringing Rare Families closer 

Portugal, 16th  May 2017 – Greater proximity among families, easier interaction with research centres, and 

faster answers to the affected community, these are some of the goals of the new platform created by CDG & 

Allies – PPAIN. 

“Our new website will serve as a recruitment platform for families and patients for various research projects, for 

divulging their results, as well as to highlight the information on the innovative approaches that aim to answer 

the needs of the CDG community” reveals Paula Videira, director of CDG & Allies – Professionals and Patient 

Associations International Network (CDG & Allies PPAIN) and UCIBIO, professor at Fculty of Sciences and 

Technology, NOVA University (Lisbon). 

“CDG & Allies – PPAIN is a unique initiative worldwide”, stated Vanessa Ferreira, founder of the portuguese 

association for CDG and of the international network. “ It is the only platform in the world in which research is 

led by patients and families and that has been built to respond to their needs in an holistic manner. On the 

search for solutions to a group of rare disease without a cure, we have gathered 40 collaborators from 10 

different countries – mainly clinicians, researchers, psychologists, among other professionals, who work in an 

altruistic manner to advance basic and clinical research on CDG”, concluded Vanessa Ferreira. 

WHAT ARE CDG? 

Congenital Disorders of Glycosylation (CDG) are a group of very rare inherited diseases (their prevelance is 

estimated to be between 1/50 000 and 1/100 000) which affect glycosylation – a process that allows cells to 

accumulate long-chain sugars, which are in turn connected to proteins. Together, sugars and proteins form 

glycoproteins, which are necessary for the normal growth and function of tissues and organs. 

Patients  presents relevant neurologic affectation, gobal developmental delay, cardiac, hepatic, ophtalmologic, 

immunologic anomalies, among others. These are highly incapacitating diseases, with a high pediatric mortality 

rate, and with a significant negative impact on the quality of life of patients and of their families.   

The launch of the new communications platform marks the World CDG Awareness Day on May 16th  (more 

information HERE). 

Visit the new website at: http://www.researchcdg.com/  

For additional information: sindromecdg@gmail.com  
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