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Findacure’s peer mentoring programme 

This year CDG UK applied to become a ‘mentee’ on Findacure’s 

peer mentoring programme. The aim of the programme is to 

match rare disease patient groups with a mentor who can help 

the group meet their goals for 2018. We are pleased to report 

that we were successful in our application, and have been 

matched with a mentor who is expert in the communication of 

clinical and health data. This is a great match for us, as our 

2018 goal is to publish a welcome pack for newly diagnosed 

families, containing leaflets about the meaning of CDG in terms 

of medical and social issues. In addition, we hope to explain the 

work of CDG UK and en-

courage families to reach 

out to us and make con-

tact, as well as providing families with an insight into life with CDG, by 

video clips and short interviews with our existing families.  We have 

already made contact with our mentor and set the goals and timeline of 

our 2018 action plan so watch this space!   

CDG UK quiz night 

 

The annual CDG UK quiz night, a local community event, 

raised £377 for CDG UK on the 9th February 2018. Quiz 

teams were asked what CDG stood for in one of the rounds 

and we are pleased to report that one team got it spot on! 

There were also rounds on art and literature, science, the 

events of 2017, guess the brand of the mint, and TV. The 

creative round this year was the recreation of the Kar-

dashian Christmas card, which turned out to be one of the 

highlights of the night. Special thanks must go to Hamish 

Chalmers, as this was his third year as quizmaster, and we 

think he is possibly the best and most fun quizmaster of all 

time. He has already agreed to host the quiz night in 2019! 

If you are planning to be near Birmingham in February 

2019 please come along and join in.  

 



 

You are invited to the CDG UK AGM 
and family day on 16th June 2018  

The CDG UK Annual General Meeting and 

Family Day will be held on Saturday 16th 

June 2018. Keep an eye on your emails and 

the Facebook group for confirmation of agen-

da and venue. We hope to meet as many 

families as possible. Please email cdgukcon-

tact@gmail.com if you are interested in com-

ing along or have any questions.   

News from the UK 

CDG UK updated the website www.cdg-uk.org and now includes an informa-

tive piece on ’grants, charities and benefits’ https://www.cdg-uk.org/

grants. On this page is a comprehensive list of all the financial support avail-

able to families in the UK. In addition, the ’recommended products’ page,  

https://www.cdg-uk.org/products, has been updated with one CDG family’s 

useful hints about a car safety centre, car seats and potential funding for car 

seats. If you have a recommendation for a product and are happy to share it 

with the CDG community please get in touch, as we would love your input. 

In January 2018, MetabERN (the European Reference Network for Hereditary 

Metabolic Disorders) met with CDG UK and other patient groups in Frankfurt, 

Germany to launch the online hub where specialist knowledge about rare 

metabolic diseases can be shared with patients and doctors. Three well re-

spected professionals lead the CDG sub group, and there are 6 UK hospitals in 

the founding members. Check out their new website here http://metabern-

dev.effige.it/.  
MetabERN patient groups 

CDG UK was set up by families for families  

From the team at CDG UK 

Lent 2018 

 

Gaynor Bruce, one of CDG UK’s top supporters of 2017, has been at it again, and raffled off a teddy bear at her local farm 
shop in order to buy us this beautiful new exhibition stand. Thank you Gaynor for proving that a small amount of cash 
goes a long way for CDG UK!  
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