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Meet the CDG Experts Day 

On 19th October CDG UK and Great Ormond Street Hospital hosted 
a ‘Meet the CDG Experts Day’ near Birmingham. It was fantastic to 
see so many families and finally meet the friends we had made over 
the years on social media! After dropping off the children with our 

wonderful volunteers, led by Angela Sturgess (BA in Integrating 
Working with Children and Families, specialist in Profound and Mul-
tiple Learning Disabilities, and Communication and Visual Impair-
ment) and other teaching assistants from Chadsgrove School and 
several prospective medical students and teachers from Bromsgrove 
School, we heard a brief introduction to the work of CDG UK by the charity’s chair, 

Julia Boonnak. Following this, Dr Stephanie Grunewald (MD PhD FRCPCH, Consultant Metabolic Medicine 
GOSH, Honorary Senior Lecturer ICH, Patron of CDG UK)  updated us on all the developments happening 
in the world of CDG medicine and research. It was fascinating to hear that so many different types of 
CDG had now been identified, and some of the trials that were happening for different types of CDGs 
around the world. After a lovely lunch, we heard all about Education, Health and Care Plans from Lor-
raine Peterson (OBE, Educational Consultant specializing in SEND), with an overview of SEND in the UK. 
Dr Grunewald and Mel McSweeney (Advanced Clinical Nurse Spe-

cialist, GOSH), then made 

presentations on the issues that 
our families voted most pressing: 
feeding, puberty and behaviour. 
Our families had lots of questions 
and the discussion was very use-
ful for all.  Huge thanks to every-
one who attended! 

World CDG Conference Lisbon 

Dr Grunewald was also spotted among the 200 plus participants at the 4th World CDG confer-
ence in Lisbon this summer. To see the event highlights, the photo gallery, and the presenta-

tions of all the speakers please head to http://www.apcdg.com/follow-up---world-conference
-on-cdg-19.html. It was lovely to hear Rick Thompson from 
Findacure speak from London to the room as we are currently 
working with them on the peer mentoring programme to devel-
op our charity. In addition, the study by Luisa Barros about how 
CDG impacts patients and family members was really interesting 
because it highlighted how our CDG patients bring us joy.  



 

Matthew Stuart Herrod (4 Nov 2012 - 7 Sept 2019)  

On October 19th 2019 attendees at the ‘Meet the CDG Experts Day’ re-
leased balloons in memory of Matthew Herrod (PMM2-CDG). Matthew 
(left) was a founder member of CDG UK and will be missed beyond 
words. The families and CDG experts wrote a special message for Mat-
thew and attached it to a balloon. Olivia (in red, right) led the group 
down the hill from the meeting room. We send Sarah, Stuart and Olivia 
our love and heartfelt sympathies. We will continue our fight against CDG 
in his name.    

 

News from the UK 

We are delighted to report that 25 major hospitals in the UK are now in possession of our 

CDG information pack for new families. Both Great Ormond Street Hospital in London 

and Bristol Royal Hospital for Children have requested additional packs. 

This month CDG UK applied for charity status. This is a major milestone in our develop-

ment and we cannot wait to hear the outcome. The decision will take about 5 months to 

make but once we have a charity number, there will be many more avenues of fundrais-

ing that we can pursue. Thanks to all for your hard work to get us here.  

We are currently recruiting new members for the CDG UK team. We are in need of con-

tent writers for our brand new website 

(https://cdgukcharity.wordpress.com/), a 

membership officer and a national/

international CDG groups collaborator. If 

you are interested in finding out more please drop us an email at 

this address: cdgukcontact@gmail.com.  

Our families have been super busy fundraising this year. Team 

Cooper raised over £1000 in a matter of weeks before they arrived 

at the Meet the Experts Day, and Nicole and her team held a huge 

Christmas raffle with some glorious prizes on offer. We are really 

excited to hear all about it soon! 

Above is Thomas enjoying his new Wizzybug, which CDG UK 

helped the family to secure.  
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