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Organisation

• Founded	2004
• Network
• Collaboration
– HD	researchers
– HD	clinicians
– HD	affected



EHDN

• A	not-for-profit	research	organisation
• Committed	to
– advancing	knowledge	of	HD
– supporting	the	development	of	better	therapeutic	
interventions

– improving	the	quality	of	life	of	families	affected	by	
HD

• more	than	2,000	members	in	50	countries



Registry

• Multicentre	(160),	multilingual	(13)
• Prospective	observational	study
• Participants	(around	14000	up	to	14	years)

• Legacy	database
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executive	
committee

Nine:		elected	by	the	
EHDN	membership



Nine:		elected	by	the	
EHDN	membership

executive	
committee



executive	
committee

One:		Appointed	by	EHA



Scientific	and	bioethics	
advisory	committee
responsibilities

• Elected
• Advise	members	of	the	EHDN	network
• recommendations	to	members	EC





Central	coordination



Language	areas	coordinators



Enroll-HD	team
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A	Global	Study

Sponsored	by	CHDI	
Foundation,	Inc.	2011

18

NEW! Colombia

NEW! Peru

In preparation: 
China



Enroll-HD

• A	world	wide	clinical	research	platform	and	
observational	study	for	Huntington’s	disease

• has	three	main	goals
– better	understand	HD
– improve	the	design	of	clinical	trials	
– improve	clinical	care	for	HD	patients



Enroll HD:	Study	Status

• Study	sites:	147	active	in	15	countries
– North	America
– Latin	America
– Oceania	
– Europe

• Participants:	13,742 active	participants	
(1.11.2017)



Support	of	Clinical	trials

• Endorsement
– EC,	based	on	analysis	of	SBAC,	CTTF,
– Jointly	with	HSG

• Study	preparation
– Site	evaluation

• Clinical	site	certification
• Study	logistics
– Contact	with	sites
– Collaboration	with	clinical	research	organisation



Studies	endorsed	and	supported
• Pridopidine	(TEVA)

– Pride	HD
– Open	Pride

• Laquinimod	(TEVA)
– Legato

• PF-02545920	(PDE-10	Inhibitor)	(Pfizer)
– Amaryllis
– Open	Amaryllis

• Deep	brain	simulation
• Antisense	oligonucleotides

– IONIS
– WAVE
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EHDN	scientific	think	tank

• Collect	ideas
• Develop	an	interactive	database
• Generate	actions
• Follow-up





Working	groups

• Pathophysiology
– Genetic	modifiers
– Biological	modifiers

• Therapy
- Physiotherapy
- Invasive therapies

• Phenotype
– Motor	phenotype
– Cognitive phenotype
– Behavioural phenotype
– Functional ability
– Quality	of life
– Health economics



Task	forces

• Driving
• Assessment	of	dysphagia

• Incidental	findings	in	genetic	studies
• Microbiome in	HD
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Training



Education & Training

• Joint	training	activities
–MDS-ES,	ERN-RND,	EHDN	

• Fellowship	Exchange	Programme
– Joint	with	MDS-ES



Plenary	
meeting



Website



Newsletter
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CHDI:	aim

CHDI	Foundation	
Collaboration
developing	therapies

substantially	improve	lives	
of	individuals	with	HD	



European	
Huntington	
Association

• Close	collaboration
• Strong	support	for	clinical	
trials	and	research

• Voice	at	the	core
• Support	of	local	activities



Other	HD	networks

• Mutual	participation	at	meetings
• Joint	trial	evaluation
• Joint	programs
• Regular	leadership	calls



Other	HD	networks

• Sharing	of	investigation	protocols
• Collaborative	work



CHDN	
clinical
centres
2016





ERN	objectives

Facilitate	improvements	in	
access	to	diagnosis
treatment
provision	of		healthcare

Focal	points	for	
medical	training
research
information	dissemination
evaluation.



www.ehdn.org



MDS Berlin 
2016



EHDN	in	all	of	Europe





Public relations
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Join!



Join!



Merci pour votre attention


