


The Power of HD Families: 
Driving Progress in Clinical Trials



Goals 

• Empower HD families and HD 
Associations

• Strengthen clinical trial 
networks

• Accelerate recruitment

• Improve retention

• Speed progress toward 
effective therapies for HD
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Pilot Phase 

• Map active and potential HD trial sites to guide sponsors
• Strengthen ties with the local HD community and prepare families for research
• Partner with local HD associations and advocates to identify sites and gather 

family feedback
• Visit clinics, build relationships, and highlight underrepresented but trusted 

centres
• Share insights with stakeholders to improve trial experiences and plan next 

steps
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European Huntington Association (Applicant/Coordinator)
Astri Arnesen, Filipa Júlio, Claudia Azañedo Vázquez | Beatriz Campaniço 

Ligue Huntington Francophone Belge (Partner Organization)
Albert Counet, Olivier Graf

Bulgarian Huntington Association (Partner Organization)
Nataliya Grigorova, Regina Gospodinova

Asociacion De Corea De Huntington Española (Partner Organization)
Ruth Blanco, Jarelys  López

Small-Scale Partnership in Adult Education
Call Erasmus+ October 2023
February 2024 – July 2025



• Team



• Goals

o Ensure Free Access for All

o Offer Multilingual Resources

o Represent Diverse HD Realities

o Promote Co-Creation of Knowledge

o Foster a Multidisciplinary, Holistic Approach to Care

o Encourage Knowledge Sharing and Peer Learning

o Support Practical Application

o Adapt to Evolving Needs



• Contributors

32 knowledgeable HD Experts 

• 14 Family Members

• 18 Professionals

 











First 100 days: 146 users
(28th May 2025 - 5th September 2025)
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Sweden
December 2023

Belgium 
(Flanders)
December 2022

Belgium 
(Wallonia)
December 2022

Italy
February 2025 

Norway
May 2023

Czech Republic
May 2025 

France
September 2023 

Spain
October 2021 

Russia
July 2021 

The Netherlands
2023

Romania
April 2024 





Collaborations & Online Presence

Collaborations with Associations in 10 European countries:
Belgium, Czech Republic, France, Italy, Netherlands, Norway, Romania, Russia, Spain, Sweden

8 Country-Specific Surveys | 805 Respondents

Online Presence:
• 1 Webpage (11 languages) | 2076 visitors (1st Semester 2025)
• Facebook | 150 Followers (1st Semester 2025)
• Instagram | 220 Followers (1st Semester 2025)
• Podcast (Norwegian and Italian) | 233 listeners
• Newsletter (monthly) | 7550 Recipients |  Open Rate 52.3% (1st Semester 2025)



Events & Sessions

Research Webinars:
• 5 Webinars | ~540 registrants

       Training Course “Let Us Talk”: Communication Skills for Healthcare Professionals 
• 3-day online course | 111 attendees

Local Meetings:
• 4 Meetings in Spain | 242 attendees
• 1 Meeting in Norway | 16 attendees  

Online Sessions:
• 11 Sessions “One Disease, Multiple Stories” | ~550 registrants
• Other Online Sessions (genetic testing, holiday challenges, reproductive options)



Campaigns & Support

Social Media Campaigns:
• My HD Research Experience  | Russian 
• 30th Anniversary of the HD Gene Discovery  | Spanish
• Why Should I Care About HD Research? | Swedish
• Lifestyle Tips for HD Families  | English/Spanish/Norwegian/Russian

Online Psychological Support:
• Spain | 16 people
• Romania | 20 people



 Outputs
• Article in the Journal of Personalized Medicine  | «Perceptions about Research Participation among 

Individuals at Risk and Individuals with Premanifest Huntington’s Disease: A Survey Conducted by 
the European Huntington Association»

• 12 conference papers
• 8 oral presentations and 12 poster presentations
• Book: Chronicle of a Fortune Foretold 

 Awards & Recognitions
• 2021 | EFNA Grant Award for Personalized Health and Social Care (Let Us Talk)
• 2022 | Top-scoring poster at the European Conference on Rare Diseases and Orphan Products, 
EURORDIS (Let Us Talk)
• 2023 | RAREis Global Advocate Grant (Horizon Therapeutics) (Lifestyle Tips for HD Families)
• 2024 | RAREis Global Advocate Grant (Amgen) (One Disease, Multiple Stories)

Outputs & Recognitions





https://eurohuntington.org/
https://huntington-academy.org/
https://ehamovingforward.org/

astri@eurohuntington.org 
filipa@eurohuntington.org
ruth@eurohuntington.org 
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