


Congenital Disorders of Glycosylation 

(CDG) are a rapidly expanding group of 

rare genetic disorders that affect the 

process of adding sugar building blocks 

to proteins (glycosylation) in the body. 



Because every part of the body requires 

glycosylation to work normally, CDG’s 

encompass a wide variety of disorders 

and symptoms and vary greatly in 

severity, prognosis, and health reported 

outcomes depending upon the specific 

type of CDG. 



CDG’s were first discovered in the 

1980’s and have now expanded to over 

190 different types of CDG. CDG’s 

affect an estimated 380 individuals in 

the United States, with approximately 

2,000 confirmed cases worldwide. 



The average age at CDG diagnosis is 3 

years old. However, when asked how long it 

took families to receive a confirmed 

diagnosis once symptoms were first noticed 

– 46% reported that it took up to 12 months 

to receive a diagnosis, and 23% reported that 

it took 8 years to finally receive their 

confirmed diagnosis of CDG



While CDG is rare, there are many 

undiagnosed and misdiagnosed patients 

because their symptoms resemble other 

disorders. Many individuals who do 

receive a confirmed diagnosis of CDG 

are initially diagnosed with autism, 

cerebral palsy, or epilepsy.



The highest prevalence of health 

problems reported by CDG parents 

include growth problems, developmental 

delay, digestive problems, eye/vision 

problems, and problems with muscle 

strength, balance, and coordination. 



A diagnosis of CDG should be 

considered in individuals who exhibit 

unexplained symptoms impacting 

multiple body systems or single health 

issues that cannot be explained by 

other known causes. 



Although CDG patients and families face 

significant challenges – the support among 

CDG families, patient advocacy groups, and 

dedicated CDG medical professionals is 

stronger than it has ever been and by boosting 

CDG awareness, education, and research – 

together we can make a difference and 

improve the lives of all those affected by CDG! 
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