
 

Dates of the CDG UK meeting announced 

The CDG UK annual meeting is to be held on Saturday 7th November 

2015 near Birmingham. If families would like to attend they are very 

welcome. Please email Julia Boonnak at cdgukcontact@gmail.com to 

register your interest. Children, both with CDG and without, are very 

welcome at the meeting, which is an informal family event. On the 

agenda this year are updates on the fundraising that has been taking 

place for CDG UK over the year, information sharing from the CDG 

World Conference in Lyon, and  the new CDG UK website. Families 

who have attended CDG UK before have found the experience enjoyable and support-

ive. ‘It’s so lovely to actually meet face to face with some of the people we have got 

to know so well on social media.’  
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CDG World Conference 2015 in Lyon 

Over 42 CDG families from 18 countries, and 70 professionals from all continents 

and 23 countries travelled to Lyon for the second World CDG Conference, includ-

ing CDG UK’s patron, Dr Stephanie Grűnewald, who is a CDG expert from Great 

Ormond Street Children’s Hospital in London.  English was the medium of commu-

nication and finding treatments for CDGs was the common goal. The idea that 

collaboration between teams of researchers and patient groups in different coun-

tries was essential for progress became a theme running through each presenta-

tion and feedback session. Two days were spent sharing information about clinical 

presentations of CDG, the diagnosis of the disease and the day to day lives of pa-

tients. The audience were treated to a dance workshop from a 23 year old female 

sufferer of CDG 1a, and thoroughly enjoyed it. On the agenda also was news from 

patient groups across the world, including CDG UK, and new developments in clin-

ical research. Dr Grűnewald called for professionals to work together to hold a 

clinical trial of mannose and it’s affect on transferrin levels in different types of 

CDG patients. Lynne A. Wolfe, the senior nurse practitioner at the National Insti-

tute of Health in the United States, told us about the CDG protocol, where fami-

lies can attend the centre for a 

week, and a CDG patient and 

their families can obtain huge 

amounts of information about 

his or her biology. Email 

lynne.wolfe@nih.gov for more.  

 

 

Above: Finnan, CDG 1a in Lyon 



 

NEW! CDG UK website  

CDG UK is also thrilled to announce the birth of the 

brand new CDG UK website. The site is slowly grow-

ing so that it will eventually include information 

about CDG for families and professionals, a history 

of the charity and what we do, family stories from 

families in the UK, information about how donations 

can be made to CDG UK, and how to get in touch.  

We would love to hear from you so that we can add 

you to our newsletter emails. If you are affected by 

CDG and would like to get in touch with real fami-

lies and share your own experiences. Please email 

Julia Boonnak at cdgukcontact@gmail.com.  

Dr Stephanie Grünewald accepts position of Patron of CDG UK 

CDG UK are delighted to announce that Dr Stephanie Grünewald (Clinical Lead, PhD 

FRCPCH), a consultant metabolic paediatrician at Great Ormand Street Children’s 

Hospital in London, has accepted the position of Patron of CDG UK. 

Dr Grünewald’s special interests are disorders of intermediary metabolism, congenital 

disorders of glycosylation, galactosaemia, and familial hypercholesterolaemia. She is 

well known as the UK’s leading expert in CDG, and advises doctors about the condi-

tion not just in the UK, but all over the world. 

She has attended both the first and second world CDG conferences over the last four 

years and is very accessible to families. She comes highly recommended among the 

CDG community and she is committed to helping CDG UK with its aims of raising 

awareness about CDGs, supporting CDG families across the UK, and raising funds for 

research into a treatment or cure for CDGs.      
Dr Stephanie Grünewald  

CDG UK was set up by families for families  

NEWSFLASH! Jackie Chan, the legendary superstar action hero, has donated some signed items to Finnan, CDG 1a! These items will be 

available to bid for in an online action very soon. They include clothing designed and signed by Jackie Chan, as well as posters and mov-

ies signed by him and his co-star Donnie Yen. Find out more on cantdogymnastics.blogspot.co.uk at the end of this year.   

From the team at CDG UK 
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