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PROJECT COMPLETE!  

February 2019 marked the end of the Findacure’s peer mentoring 
programme 2018. Did we manage to complete everything we wanted 

to do? YES WE DID! We created a CDG information pack aimed at new 
CDG families. We wanted to do this project because many of our ex-
isting families were not given much information about CDG when it 

was first diagnosed. They were, at most, given a printed sheet from 
the internet, and one family were told that they were the only case 
in the UK!  

Our information pack contains three leaflets; 1. ‘What is CDG?’ 2. 

‘What does CDG mean for us?’ and 3. ’CDG UK and other support net-
works.’ The pack also contains a video made by the families at the 
2018 AGM, and it gives a lovely insight into life with CDG– and says 

more than words could ever say about the disease. 

So many people have helped us with this information pack and we would like 
to express huge thanks to the following. 

A) Findacure for running this fantastic peer mentoring programme– such a 
great way to have huge impact on the rare disease community. 

B) Emma Drane at Costello Medical for being a wonderful mentor, keeping 
us on track, hosting a Jeans for Genes Day and raising money for CDG 
UK, and using the team at Costello Medical to help design our leaflets. 

C) Dr Stephanie Grunewald, our CDG UK patron from Great Ormond Street, 

for agreeing to be videoed as the medical voice for our information 
pack. The picture below is a still of her talking about CDG in her office 

at GOSH.  

D) Dr Donna Krasnewich, of the National institute of 

Health, for fact checking our leaflets and adding patient 
friendly phrasing to highly 
scientific parts. 

E) Barbara Asboth, pho-

tographer and founder of 
the 1 in 17 project, who 
agreed to let us use her 
photographs of Finnan on 

the covers of the leaflets. 
Check out a picture of 
these on the next page!  
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Dates for your diary: 

28th February is Rare Disease Day 2019 and the 

launch of our new information packs across the 
UK. 

Saturday 15th June is the CDG UK AGM and family 

day. More information to follow.  

26th and 27th July 2019 sees the World Confer-
ence on CDG in Lisbon.  Check out the speakers 

here: http://www.apcdg.com/speakers---world-
conference-on-cdg-2019.html 

F) Dilraj Eradhun, of S and F photography, for being an amazing videographer and    
really listening to what we wanted to do and shaping our vision. Plus an extra 

thanks to him for going to London and filming Dr Grunewald as he really wanted 
her voice on the video. And we agree– it really is so well produced.  

G) Genetic Alliance UK, for leading the ‘Building 
Rare Communities’ programme and giving us a grant 

to make the video. 

H) Christine J, for proof reading our leaflets care-
fully, and writing an additional information sheet 
about SLC35A2-CDG, which can also be found in our 

information packs. 

I) Last but not least, the awesome families on the 
video, who were absolutely wonderful when talking 
about CDG and the impact it has had on their lives. 

We are so proud of them!  

J) Our CDG patient video stars: Matthew, 
Thomas, Eva (pictured right with Mum) 
and Finnan. 

 

 

CDG UK was set up by families for families  

From the team at CDG UK 
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Findacure Peer Mentoring Programme 2019: We have signed up again! This year we are being mentored by the founder of the Ectoder-
mal Dysplasia Society and are hoping to create changes to CDG UK for improved efficiency and better fundraising. Check out the 
amazing things the ED Society do on their website: https://edsociety.co.uk/. 

CDG UK is currently a member of the board of MetabERN, the European Reference Network for Hereditary Metabolic Disorders. The 
Genetic Alliance UK are campaigning for the UK’s involvement in these ERNs to be maintained after Brexit. Please sign here to sup-
port this campaign: https://www.geneticalliance.org.uk/our-work/healthcare-and-delivery/protect-european-reference-networks/. 
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Above: leaflets packed and 
ready to go to 25 major hospi-

tals across the UK.  
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