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Covid-19 and CDG 

NHS advice regarding Coronavirus (Covid-19) can be found here https://www.nhs.uk/conditions/
coronavirus-covid-19/ and includes advice for everyone, advice for people at higher risk and coronavirus 
in children. As CDG is an Inherited Metabolic Disorder (IMD), families need to take precautions to make 
sure our patients stay well during this time (Metabolic Support UK, 2020). Some CDG patients have been 

classed as extremely vulnerable and have been advised by letter from the NHS, to take more extreme 
measures to be fully shielded, and that this should be done for a period of 12 weeks. If you have not 
received a letter, you can register at https://www.gov.uk/coronavirus-extremely-vulnerable with your 
NHS number.  

The World CDG Organisation has released a statement for the CDG community, and this is being updated 
as the pandemic unfolds. It can be found here https://worldcdg.org/covid-19.  

In addition, several of our umbrella charities have uploaded useful information to their websites, which 
include webinars, videos, virtual coffee mornings, resources, contacts, FAQs and information leaflets. 

Metabolic Support UK: https://www.metabolicsupportuk.org/coronavirus-advice/ 

Genetic Alliance UK: https://covid-19.geneticalliance.org.uk/ 

Genetic Disorders UK: https://www.geneticdisordersuk.org/information-and-advice-on-coronavirus-
covid-19/ 

Free face masks for CDG families 

Karen Hackney, one of our CDG mums, has been extremely busy this month making masks for 
CDG families. She is a whizz on the sewing machine and researched the best type of home-
made masks on the internet. The masks are completely free to CDG patients and their imme-
diate families, and if you would like some please email Julia at cdgukcontact@gmail.com. 
Please note these masks are not PPE,  and have not been legally tested. They must be washed 
straight away after being worn out in public, and filters can be bought on ebay or Amazon for 
extra protection. The elastic goes around the head, and if too loose a 
knot can be tied in the elastic to tighten it. Huge thanks to Karen for 

this initiative, and to her friends Carolyn and 
John, for contributing to the purchase of the 
CDG green material.   

Left: example of Karen’s facemasks 

Right: Karen the hero!  
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Focus on research: Interview with Ethan Perlstein of Perlara PBC.  

Epalrestat is a drug used in Japan, China and India to treat diabetic neuropathy (a 
type of nerve damage that can cause pain and numbness in the legs and feet, as well 
as digestive, urinary tract and blood vessel systems among other problems). CDG re-
searchers became interested in this drug for repurposing (using it specifically to treat 
CDG instead of diabetes), because experiments with yeast models suggested it could 

act on pathways causing PMM2-CDG. Worm models were used to look specifically R141H/other geno-
types (this means that only some genetic mutations causing PMM2-CDG were studied), and they found 
that while the drug did not increase the amount of PMM2 protein, it did boost PMM2 enzyme activity. A 
compassionate use clinical trial is underway in the US with one CDG patient, and we look forward to 
hearing the results later in the year and what further research might come of this if the results are con-
sidered to be a success. Thank you Ethan for talking to us!  

News from the UK 

World CDG Day is on 16th May!  

To celebrate World CDG Day 2020, CDG UK has opened new Instagram and LinkedIn pages in addition 
to our existing Facebook and Twitter accounts. The aim of increasing our social media presence is to 
raise awareness of CDG  and CDG UK with families, professionals and researchers. You can follow our 

new Instagram page here https://www.instagram.com/cdg.uk/ and our new LinkedIn page here https://
www.linkedin.com/company/42692912/.  

On World CDG Day you can join in the celebrations by wearing green and posting a picture using the 
hashtags #WorldCDGDay and #StandUnited4CDG. There is plenty of CDG UK merchandise in green in 
our online store, the link to which you can find at the bottom of our website https://cdg-uk.org/. A 
portion of the payment goes to CDG UK; a great way to support our future projects. There will also be 
fun activities to take part in, so keep a look out on CDG UK’s social media platforms.  

Our hero fundraisers 

Besides making face masks for CDG families, Karen has been busy selling CDG UK badges and raised 
£110 from friends, family and the staff at the residential home where her son, Peter Hackney, used to 
live. Huge thanks to Karen! 

Nicole Rourke, mum to Ethan, took on the role of a CDG UK fundraiser back in October 
and since then she has raised a massive £3193!! This is an incredible achievement and 
we thank her and all of her friends and family who helped to fundraise. The beautiful 

CDG pins that she made will soon be available to purchase online. Watch this space. 

From the team at CDG UK 
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