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Building on ten
years of pioneering
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Chair
David Williams

I am British, with a Welsh name, but Scottish born and bred – the last is obvious
when I speak! It does get more confusing - I moved to the Netherlands in 1999 with
my wife and, after the start of the Brexit process, I applied and was granted the
Dutch nationality in 2019. I represent the Netherlands on the General Board of the
LGD Alliance Europe.

Hello! My name is David Williams. The General Board
of the newly named charity LGD Alliance Europe was
established at the beginning of February 2002. I have
been appointed as the Chair of the Board. We thought
that introduction to the Annual Report 2021 would be
a good place to introduce myself in the transition from
one form of governance to another.

I have a history of working in two main fields: social services and education, but
what brought me to the LGD Alliance Europe? In 2018 I fell from a mountain bike
in Slovenia and, among other injuries, I injured my shoulder. This didn’t heal as
‘normal’ and so I eventually went to an orthopaedic surgeon who told me, to both
our surprises, that I was missing some bone from my clavicle – I was informed
that I may have a rare disease, but he couldn’t do anything to help me. After this I
searched the internet for some answers, and this led to my first contact with our
community and much needed information. It was great to communicate with
others who understood what GSD wasI After coming to terms with my own
journey I decided to join the volunteer team of the LGD Alliance to see if I could
be of any aid to them and to others in a similar situation.

In 2021 the volunteers and Director, Aaike van Oord, worked hard to ’upgrade’ the
way that the LGD Alliance Europe was organised and worked. This work led to the
restructuring of the LGD Alliance Europe and the Strategic Plan for 2022-2024 -
“Building on ten years of pioneering”. We are committed to continue our work with
the wonderful team of volunteers we have here in Europe to realise the objectives
set in this strategy.

David Williams - Chair LGD Alliance Europe
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Our
Background
The LGD Alliance Europe was established in 2010 as a sister
organization to the US-based Lymphangiomatosis & Gorham’s Disease
Alliance (LGDA).  The LGDA Europe consists of 3 national charities –
LGD Alliance Nederland, LGD Alliance Belgium and the LGD Alliance
UK.  
The LGD Alliance Europe is a non-profit pan-European organization
providing support to members of the patient community and their
families affected by complex lymphatic anomalies; generalized
lymphatic anomaly (GLA) (formerly known as lymphangiomatosis),
kaposiform lymphangiomatosis (KLA), Gorham-Stout disease (GSD),
and central conducting lymphatic anomaly (CCLA).   
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Vision and
Mission

Vision

Mission

Support. Educate. Hope.

The LGD Alliance Europe is the European organisation for patients
with Rare and Complex Lymphatic Anomalies. We want to connect
patients, family, clinicians and researchers affected by and dedicated
to these rare diseases in Europe. Together we can find the strength to
deal with Complex Lymphatic Anomalies.

Provide support, education and hope to patients and families
affected by Rare and complex Lymphatic Anomalies. We promote
basic and clinical research on the cause of Complex Lymphatic
Anomalies and support the development of effective diagnosis,
identifying effective treatments and ultimately a cure for these
diseases.
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https://www.lgda.eu/complex-lymphatic-anomalies/


Points of Pride

Community Outreach1

The LGD Alliance Europe community continues to grow - raising
awareness through our website, social media channels and newsletter
we are able to support, educate and give hope to our CLA community.
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13 new individuals 
asked about CLAs

From 10 countries around the world - Iraq, Egypt,
Moldova, Chech Republic, France, UK, Spain, Romania, 

Norway and Germany

3 new volunteers from the Netherlands, Kosova
and Ukraine

624 social media
followers
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Support

Points of Pride

3
Supporting patients and their families is at the heart of our mission.  Receiving a CLA
diagnosis can leave patients and families feeling isolated by joining the LGDA
community you are able to connect with patients and parents affected by CLAs facing
similar challenges.  The LGDA Europe welcomes new patients and parents from the
UK, Italy, France, Switzerland, Austria and Poland into the LGDA online community.  

For a while, all I could see was the disease, the different leg. I
focused on ‘the problem’ in my head, how to fix it, her. I became
obsessed, spent nights reading any medical trial, other people’s

experiences. Then, with counselling support, I decided to change
my perspective, my behaviour: on the disease, on life. Now I see
my kid in all her beauty and uniqueness, I stopped limiting her

options with my mind (like because her leg is affected, she cannot
do ballet she is actually very good at it) and I opened my mind to
new possibilities, to new opportunities. I’ve learnt so many new

things, I’ve met so many great people, I’ve brought my
contribution in helping others, I’ve evolved as a human being, and

I am proud of who I have become. So, why look at the missing
parts when right now, today, we are well, whole and enough.

Because of the LGDA I was able to
find other parents with children

affected by CLAs.  It made me feel
relieved that I am not alone. And

it is so nice that sometimes we get
to meet other patients in person

and just be together.

Ioana - Romania (parent, patient advocate,
 and volunteer)



Donor Spotlight

Points of Pride
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Thank you LGDA Belgium! 
 

The LGD Alliance Belgium organizes an annual local fundraising event selling
Waffles to friends, family, neighbours and to local businesses. In January 2021
they raised €8,000. 

Sete and his team baked more than 8,300 waffles for their annual fundraising
event.  This event is only possible due to their fantastic team of 26 volunteers,
baking, wrapping and delivering waffles to the buyers.  

A big team with an even bigger heart!!
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You can follow LGD Alliance Belgium here: @SeteGorhamDisease



 Investments

Research
 

The LGD Alliance Europe invested €45,000 towards CLA research.  
 

Recipients include: 
Brian Sisk at Washington University School of Medicine - The study to identify the unmet
care and communication needs of families affected by complex lymphatic anomalies.  

 
A further 2 awards were given to Young Investigators:

Michela Rossi, PhD, Location: Bone Physiopathology Research Unite, Bambino Gesu
Children’s Hospital, Rome Mentor: Andre Del Fattore Title: Analysis of a new therapeutic
approach to inhibit osteolysis in Gorham-Stout Disease
  
Silvia Martin Almedina, Senior Postdoctoral Fellow Location: St. George’s University of
London Mentor: Pia Ostergaard Title: Molecular mechanisms of EPHB4 pathogenesis –
towards new treatment development for lymphatic anomalies

 

Points of Pride
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International Conference on Complex Lymphatic Anomalies 
 

In October 2021, the two-day virtual International Conference on Complex Lymphatic
Anomalies event was held with presentations from around the world including 7 European
speakers from 6 European countries presenting on CLAs.  Of the 285 registered
participants 83 were patients, family members, or medical professionals from 19 European
countries.

Videos are available on the LGDA YouTube page

https://youtube.com/playlist?list=PLuYdqt19Qeee4OxB2DOSvJumBV2mObdYD


We continue our collaboration with our sister organisation LGDA USA and
research partners, LMI on various projects.  Working together to better service
our global community.

Points of Pride

Together We Are Stronger 6

9

 
Medical and Scientific
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Million Dollar Bike
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Patient
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LGD Awareness
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Rare Disease
Day
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The LGD Alliance Europe has not formally conducted financial activities. The
website encourages donations and financial support to be routed through the
LGDA (US), the LGD Alliance UK, and the LGD Alliance Nederland and LGD
Alliance Belgium, as these organizations are registered as organizations able to
receive.  

Basic running costs (eg website hosting) and costs that were decided by the LGD
Alliance Europe Board, are met by the 3 national charities. And the costs are
equally divided if possible.  
 

Statement of Financial
Position
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Contact
Information

info@lgda.eu

www.lgda.eu


