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Findacure’s peer mentoring programme 

In our Lent 2018 newsletter, we reported that CDG UK had applied to become a 
‘mentee’ on Findacure’s peer mentoring programme. The aim of the programme was to 

match rare disease patient groups with a mentor who can help the group meet their 
goals for 2018. We were very pleased to report that we were successful in our applica-
tion, and had been matched with a mentor who is expert in the communication of clini-

cal and health data: Costello Medical based in Cambridge. This was a great match for 
us, as our 2018 goal was to publish a welcome pack for newly diagnosed families, con-
taining leaflets about the meaning of CDG in terms of medical and social issues.  

Later in the year, CDG UK secured a grant from the ‘Building Rare Commu-

nities’ programme, which was run by Genetic Alliance UK. We used this 
grant to pay for our videographer, Dilraj Eradhun, to attend the 2018 CDG 
UK AGM and family day and film our families talking about issues most im-
portant to them. The video is now in the last rendering process and we are 

so excited to see the final edit. 100 memory sticks are on order (with the 
CDG UK logo of course) and these will be added to the welcome pack.  

In addition to our video, we developed three leaflets: ‘What is CDG?’ ‘What 
does CDG mean for us?’ and ‘CDG UK and other support networks’. Costello 

Medical helped us to format the leaflets, setting it out in an easy to read 
format with key visuals, signpost icons and of course, CDG UK colours. Bar-
bara Asboth, professional photographer for the 1 in 17 project, agreed to 
let us use some of her photographs for the leaflets and we were really ex-

cited about that as they are so wonderful!  

Also in the pack will be an information sheet on SLC35A2-CDC, as Christine Jardine has written a super informative 
piece on this type of CDG and there are now a few diagnosed cases in the UK. We are now in the process of finding 
a good quote for printing, and once that’s done we will be ready to deliver! The plan is to deliver the information 

packs to 25 major hospitals in the UK, along with deliveries to a few specialized rare disease clinics. Tracy Lynch, 
CEO at the Wolfram Syndrome UK support group has helped us with our list of hospitals. Tracy drove around the UK 
and personally delivered her information packs to each hospital! Road trip anyone? 

The peer mentoring programme 2018 is nearly at a close and we have so many people to thank for the support of 

this project, which really could not have happened without their huge support. Watch out for our special shout out 
edition of the CDG UK newsletter in 2019 as we say thank you to all those who have helped us. In turn, we hope to 
provide information and some comfort to those families newly diagnosed with CDG.  

Some of our existing families have expressed an interest in receiving an information pack too. If you are one of 

those families please drop CDG UK an email at cdgukcontact@gmail.com and we will get a pack to you hot off the 
press!  

Wishing you all a very Merry Christmas and a Happy New Year! 

The team at CDG UK  


