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				A Message from our President







			Hello everyone, I hope you are well and enjoyed the summer.
We had an excellent annual meeting in Malmö at the end of May. 
It was well attended, with over half of our member organisations represented. This was followed the next day by our Conference which had a very full programme of expert presentations.You can watch the recordings here.





































			Dystonia Awareness Month is here and we are running an impactful campaign called ‘More Than Dystonia’. You can create your own awareness poster and share it, and/or you can share, comment, like the posters you see. Every action helps to raise awareness!
On a very personal level I have just agreed to have Deep Brain Stimulation after thinking about it for more than one year. I will write an article about the process and how I came to the decision to go ahead for the next newsletter.
Wishing you all a great autumn!







			Gill Ainsley
Dystonia Europe President







			- Dystonia Europe Updates -
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				Take part in the More Than Dystonia Campaign!

Dystonia Europe is proud to launch More Than Dystonia, a new awareness campaign for Dystonia Awareness Month, September 2026. The campaign aims to challenge misconceptions about dystonia and reduce stigma by shining a light on the people behind the diagnosis. To make it easy to get involved, customisable graphics templates are available in six languages. You’ll find them here.
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				Reflections from Dystonia Days 2026 in Malmö

Following the 2026 General Assembly and Dystonia Day in Malmö, Sweden, Dystonia Europe’s President, Gill Ainsley, shared a reflection on the events, which you can read here.
Vidar Björkli from Norsk Dystoniforening (the Norwegian Dystonia Association) also shared an article with us detailing his experiences. We approve of the title- “Dystonia Europe Rocks!”. You can read it on the Dystonia Europe website, here.
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				Dr. Roxanne Lofredi wins David Marsden Award 2026

Dr. Roxanne Lofredi of Berlin, Germany, has been announced as the recipient of the David Marsden Award 2026, for which she has received a €10,000 prize. Dr. Lofredi is being recognised for her outstanding paper, “Striato-pallidal oscillatory connectivity correlates with symptom severity in dystonia patients”, which provides important new insights into the neurophysiological mechanisms underlying dystonia. Read more here.
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				A Meeting with Dr Luca Pollini, recipient of the Dystonia Europe Grant for Patient Care Fellowship

In April 2025, Dr Luca Pollini, a Child Neurologist and Psychiatrist from Rome, became the first recipient of the Dystonia Europe Grant for Patient Care.ortant new insights into the neurophysiological mechanisms underlying dystonia. On April 28, 2026, Dystonia Europe Past President, Edwige Ponseel, met with Dr Pollini at La Pitié Salpêtrière Hospital in Paris, France. Read about their meeting here.
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				Thank you, Edwige Ponseel


Edwige Ponseel recently concluded her term as President of Dystonia Europe. On behalf of the Board, member organisations, and the wider dystonia community, we thank Edwige for her years of service and her unwavering commitment to improving the lives of people affected by dystonia. We wish her every success and happiness in the years ahead and look forward to the continued contribution she will make to Dystonia Europe.
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				Alexandra Klemann Joins Dystonia Europe Board


Dystonia Europe is pleased to announce the appointment of Alexandra Klemann as the newest member of its Board. Alexandra represents our member organisation Dystonie-und-Du (DyD) and brings with her a wealth of personal experience, professional expertise, and dedication to the community.
Dystonia Europe warmly welcomes Alexandra and looks forward to her contributions in advancing awareness, advocacy, and support for people living with dystonia. You can read more about Alexandra here.





































			- Member Updates -







			“Betrayed by Your Own Brain” – Danish Dystonia Association host a Conversation About Dystonia and Treatment at Folkemødet
Folkemødet, also known in English as the Danish Democracy Festival or the People’s Meeting, is Denmark’s largest annual festival of democracy. Held on the island of Bornholm, it brings together politicians, organisations, professionals, businesses, journalists and members of the public for open debates about society, health, welfare and politics.
At Folkemødet 2026, the Danish Dystonia Association organised three events to raise awareness of dystonia and bring patients’ experiences into the public and political debate.
Read all about them here.







			- Community Stories -







													My Dystonia Story

Sofia

”In first grade, my teachers noticed that I wrote in a strange way. I would hold my right arm with my left hand to stop it from jerking, without even realising it. The teachers told my parents, and they decided to take me to the doctor. We went to many visits because nobody could understand the problem.”

Read Sofia’s story here
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													Hello There – Meet Marita from Norway

Marita Severinsen

”I can see how these years have affected my Dad, how alone he has felt, how at a loss we have been regarding the lack of knowledge there is about this type of diagnosis not to mention the extremely long periods of waiting. When I was asked if I was interested in taking on the role as leader of the Norwegian Dystonia Association, in many ways I felt it was very natural to say yes.”

Read Marita’s story here
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