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ERN-RND—Survey research priorities 

Numbers 
A total of 83 participants answered the survey.  

 

Disease group N respondents 

Ataxia/HSP 24 

Atypical Parkinsonism/genetic PD 13 

Dystonia, Paroxysmal Disorders, NBIA 16 

Frontotemporal Dementia 5 

HD and Choreas 11 

Leukodystrophies 5 

Unspecified 9 

Stakeholder group N respondents 

Clinicians/Scientists/other professionals 74 

Patient representatives 9 

 

 

 

 

Please rate (on a scale from 1 to 5) the importance  

of the following research topics  

Healthcare and social care 

Disease mechanisms and models 

The origins of the disease 

Disease definitions and diagnosis 

Developing therapies, preventive strategies 

Research priorities differ between 

the ERN-RND disease groups 

Research priorities differ between 

the different stakeholders 
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Patients/ 

Patient representatives 

According to 

JPND Research Strategy: published 2012 

UK Medical Research Council 
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