
    

1    Recommendations from CDG Medical Experts 

Final Version  

WORLD CDG STATEMENT ON COVID-19 OUTBREAK 
 

 

WHAT DO WE KNOW? 
 

Congenital disorders of glycosylation (CDG) are a family of complex metabolic diseases. Known 

CDG population is mostly paediatric. COVID-19 is a newly identified virus causing flu-like and 

respiratory infection (and, in severe cases pneumonia) symptoms. Less frequently, 

gastrointestinal manifestations (e.g. diarrhoea) may occur. Although data is still scarce, some 

vulnerable (“high risk”) populations have been identified, namely: older adults, patients with 

lung, heart conditions and/or diabetes. 

A very recent update from the Centres for Disease Control (CDC) has stated that NEUROLOGIC 

DISEASES and NEURODEVELOPMENTAL CONDITIONS may have an increased risk of 

having serious COVID-19 infection-related manifestations. More information HERE. 

More information about COVID-19 HERE. 

 

WHAT ARE WE STILL UNSURE ABOUT? 
 

Be aware that: 1) Since this is a new virus there is still MUCH that we DO NOT KNOW. We are 

learning more every day, so information contained in this recommendation may quickly become 

obsolete; 2) This is a GLOBAL recommendation. However, COVID-19 outbreak prevalence and 

response measures vary across countries.  

Make sure you are well informed about your national/regional measures and situation.  

To know more about COVID-19 prevalence in your country (and the world) visit HERE 

Currently, there is no data pointing to whether ALL CDG patients are at higher risk of more 

severe disease from COVID-19. However, most CDG patients have complex medical conditions. 

Also, some CDG have immunodeficiencies or other immunological issues. Hence, COVID-19 

infection may trigger other clinical complications or present a more severe course in CDG 

patients. 

https://www.cdc.gov/coronavirus/2019-ncov/downloads/community-mitigation-strategy.pdf
https://www.youtube.com/watch?time_continue=7&v=mOV1aBVYKGA&feature=emb_title
https://www.worldometers.info/coronavirus/
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WHAT CAN WE DO TO KEEP OUR CDG COMMUNITY SAFE? 
 

1. Keep calm, but alert! 
CDG patients/families SHOULD take extra care to prevent from getting this infection. 

HOW? 
 

First and foremost: There is still no treatment (or preventive measure like a vaccine) for COVID-

19, so the best way to prevent illness is to avoid being exposed to this virus 

a) Avoid close contact with people who are sick, and crowded places like movies, concerts, 

air travel, cruise travel, and the like, if possible. 

 b) Hygiene is your best ally! Every excuse is a good excuse to wash your hands 

(for at least 20 seconds). Water and soap are the best option, but you can also use alcohol-

based hand sanitizer (with at least 60% alcohol). The World Health Organisation produced a 

short and informative video with 7 simple steps to protect yourself and those around you. Watch 

it HERE and share it among your contacts.  

 

BUT, if you or a family member has flu-like symptoms, you are encouraged to reach out to your 

local healthcare provider ASAP and/or you may also request general advice from CDG clinical 

experts.  

DO NOT GO TO THE HOSPITAL DIRECTLY (only if strictly necessary) 

If available in your country, contact first your national health helpline 

 

You should avoid going to the hospital because it can be a centre of transmission of infectious 

diseases and you risk exposure to COVID-19. 

 

Also, in many cities, COVID-19 outbreak might: 

1. Overcrowd hospitals resulting in lack of resources and equipment to fight it  

2. Reduce the healthcare providers availability to treat other patients, and 

3. Like previous experience with other infections, you know that your child (the CDG 

patient) may need to be admitted. This would put a greater strain on the hospital staff and 

meagre resources, preventing you from getting the best medical care possible. 

 

 

 

 

 

 

With COVID-19 prevention is key, particularly if you are 

living with CDG!  
 

 

 

https://www.youtube.com/watch?v=xjxen7r1R_g
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Frequently Asked Questions (FAQs) 

- Should my CDG child go to school? 

If you are in an area of high prevalence you should take every precaution and 

adhere to local, regional and national recommendations (staying at home, 

teleconsultation, work from home, etc..).  

 

Staying home from school is only beneficial if the entire family is avoiding 

contact with larger numbers of people, which may be difficult. 

 

 

- What if I need to go the hospital? 

a) If you have a doctor’s appointment scheduled and …. 

a.1) You are in an AREA OF HIGH COVID-19 INFECTION PREVALENCE: 

Wait for your hospital/attending clinician to reach out to you and give you further 

instructions. In these areas, hospitals are already swamped. 

a.2) You are in an AREA OF LOW COVID-19 INFECTION PREVALENCE: 

Call the hospital or your clinician BEFOREHAND to know if you should still go 

or postpone it.  

b) If you (your CDG child) starts having symptoms indicative of COVID-19 you 

SHOULD NOT DELAY EVALUATION OR TREATMENT and you may need 

to go to the hospital. BUT, before you do, PLEASE call your attending 

clinician/CDG Experts/ your contact at the hospital (choose the best option for 

your case). They will advise you on what to do to minimise any risks and to 

make sure you receive the best care possible.  

c) If your child has other clinical issues that require medical attention and may 

require hospital admission, do NOT delay treatment. In URGENT CASES, you 

need to go to the hospital. Evaluate your situation carefully and contact your 

attending clinician/CDG expert.  

 

- Should my CDG child get tested for COVID-19? 

It is advised to adhere to local and national guidelines for testing. At this stage, it is 

not recommended to have CDG patients with no or very limited symptoms tested. 

Besides, some results might be “false negatives” and therefore, misleading. 

 

- To use or to not use a mask?  

Wearing masks do not effectively prevent infections, as they need to be 

frequently changed and adequately disposed. Also, the risk of contamination 

increases when adjusting a mask with your hands. 
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- Can I travel? 

You should follow the recommendation of your local/regional authorities. Overall, it 

is recommended to avoid personals and work trips to minimize contacts and public 

crowds. If you do travel and suffer from acute respiratory illness before, during or 

after travel, please seek medical attention and share travel history with their health 

care provider as soon as possible. 

 

- My children have questions. How should I address them? 

A sense of fear, anxiety and restlessness caused by the high volume of news on 

media and altered family behaviour/routine can affect your children. Don’t shy away 

from giving them some explanations (adapting to their level of understanding). Let 

them know why they need to be more careful and motivate them to take hygiene 

measures. Make these situations fun and educative! 

For more tips, visit HERE (English), HERE (Spanish) and HERE (Portuguese). 

 

Important information sources 

WHO - World Health Organization https://www.who.int/news-room/q-a-detail/q-a-coronaviruses 

CDC - Centres for Disease Control https://www.cdc.gov/coronavirus/2019-ncov/index.html 
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https://kidshealth.org/en/parents/coronavirus-how-talk-child.html
https://faros.hsjdbcn.org/es/articulo/como-hablar-sobre-coronavirus-ninos
https://observador.pt/especiais/escolas-fechadas-e-coronavirus-o-que-devem-fazer-os-pais-que-direitos-tem-e-como-devem-falar-com-os-filhos/
https://www.who.int/news-room/q-a-detail/q-a-coronaviruses
https://www.cdc.gov/coronavirus/2019-ncov/index.html
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Organisations:  

 

Research networks 

Frontiers in CDG Consortia (FCDGC) 

CDG & Allies - Professionals and Patient associations International Network (CDG&Allies-

PPAIN) 

MetabERN – European Reference Network for Rare Metabolic Diseases 

Mayo Clinic 

National Institute of Children´s Diseases (Národný Ústav Detských Chorôb), Bratislava, Slovakia 

 

Patient associations: 

The Portuguese Association for CDG (APCDG) 

CDG CARE 

CDG UK 

CDG Italia 

CDG The Netherlands (VKS) 

Asociación Española CDG (AESCDG) 

Les P’tits CDG 

Amour Fund 


