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Relaxing lockdown– a parental survey 

For families affected by CDG, coronavirus has caused increased stress and worry. Our July survey of families 

shows that 60% of patients with CDG were told to shield. The government guidelines said that ‘people with 

rare diseases which significantly increase the risk of infections (such as severe combined immunodeficiency 

(SCID), homozygous sickle cell)’ may be considered to be extremely clinically vulnerable and should shield, 

but does CDG increase the risk of infections and should patients with CDG shield?  

Recent research into CDG and the immune response by Pascoal et al., suggests that some subtypes of CDG 

make a patient more vulnerable to infection. According to this paper, ALG12-CDG, ATP6AP1-CDG, EXTL3-

CDG, FUT8-CDG, G6PC3-CDG, JAGN1-CDG, MOGS-CDG, PGM3-CDG, SLC35C1-CDG, and SLC37A4-CDG have ma-

jor immunological involvement, while ALG1-CDG, ALG14-CDG, ATP6AP2-CDG, C1GALT1C1-CDG, COG6-CDG, 

DOLK-CDG, GALNT3-CDG, MAN1B1-CDG, MGAT2-CDG, PMM2-CDG, SLC39A8-CDG, and VPS13B-CDG are associ-

ated with minor immunological involvement (https://metab.ern-net.eu/wp-content/uploads/2019/06/

Pascoal_et_al-2019-Journal_of_Inherited_Metabolic_Disease.pdf ). Given that the sample sizes in this re-

search are very small, and not all CDG subtypes are included, there is a long way to go before we (and our 

doctors) have a clear picture about which CDG make patients more vulnerable to infections. As well as this, 

our patients may have additional health issues that may render them more susceptible to infection, and our 
doctors will need to take this into account.  

Our survey shows that parents who requested a shielding letter (20%) for their child did receive it, but in 

some cases it was difficult for parents to obtain. CDG UK helped by writing to GPs. 47% of our survey re-

spondents stayed inside as a household during lockdown, and did not leave the house at all, relying on family 

and friends for supplies. 80% of families surveyed have now been out of their house with their affected child 

for walks etc., 47% of affected children have met up with people from another household, and the same per-

centage have formed a ‘support bubble’ with another household.  

As lockdown measures are lifting across the UK, some of our CDG children returned to school in the summer 

term (13%). Respondents rate the support from their child’s schools highly (4 out of 5 stars on average). How-

ever, for some parents, there is a palpable anxiety about sending their children back to school, their confi-
dence levels at 2.38 out of 5 on average). Most, but not all, families have been affected by the loss of rou-

tine medical appointments and therapies (both 87%). 

As far as we are aware, there have been no cases of covid-19 in a CDG pa-

tient worldwide to date, but one of our valuable professionals, Dr Clement 

Chow, did spend time in the intensive care unit because of catching the 

virus. Dr Chow is an assistant professor at the University of Utah and pre-

sented his work on PIGA-CDG at the 2020 Rare Disease Day Symposium and 

CDG Family Conference which was held on 28th February to 1st March 

2020. On March 13th he was admitted to hospital as his oxygen levels were 

down to 70%. He tweeted the whole journey (as much as he could), and has 
thankfully since recovered, but is still feeling the effects of the virus. Fol-

low him on Twitter @ClementYChow.  
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Things to look forward to! 

We’ve spent a long time in lockdown, but all being well here are our top three 
things to look forward to in the coming year… 

1. Jeans for Genes Day 

Jeans for Genes Day is now a week, running from 14th to 20th Sep-
tember 2020. Although the 50/50 scheme is not running this 
year, CDG UK can benefit directly through match funding in 
2020. We await further details from Genetic Disorders UK about 
how we can take part.   

2. CDG UK’s family day 

Although it’s highly unlikely we’ll be able to meet face to face in Oc-
tober this year due to social distancing and keeping to our bubbles, we 
still plan to run an online event on Saturday 24th October 2020. Last 
year we had talks on the different types of CDG, some of the medical 
issues that we face as families, a fascinating talk on CDG and puberty, 
and special educational needs. This year we are hoping to secure 
speakers on the topics of behaviour, communication and sleep, as 
these topics are also high on the list of parental concerns.  

3. The 5th World CDG Conference Lisbon 2021: save the date!  

The 5th World Conference on CDG for families and professionals will 

be held in Portugal on 14-16th May 2021. It will take place on 
the Science and Technology Faculty of NOVA University of Lisbon, 

the headquarters of the CDG & Allies Professionals and Patient Asso-

ciations International Network (CDG & Allies - PPAIN). We are looking 
forward to seeing you there!  


