
Multicentre presymptomatic cohort studies are underway in a number of different neurodegenerative diseases and 

will be central to future trials of disease modifying therapies as they provide the opportunity for early intervention.   

Although each disorder has its own unique issues in relation to such trials, there are shared themes across the different 

diseases that would benefit from greater discussion and interaction between experts in the field.  

This working group will bring together experts in presymptomatic studies of genetic Alzheimer’s disease, fronto-

temporal dementia, Huntington’s disease, Parkinson’s disease, prion disease, motor neuron disease and the spino-

cerebellar ataxias. The groups will identify the key shared themes including trial design, the use of surrogate           

endpoints, regulatory perspectives, academic-industry partnerships, recruitment and registers, ethical considerations, 

and support for participants in trials. Through a series of face-to-face workshops and webex meetings the group will 

move from sharing individual disease-based perspectives to producing cross-disease guidelines for trials in               

presymptomatic neurodegenerative disease. 

Start Date:   October 2014 

Duration:   6 months 

COORDINATOR  I  JONATHAN ROHRER 

Jonathan Rohrer, Martin Rossor, Nick Fox, Simon Mead, Sarah Tabrizi, Nick Wood, Henrik Zetterberg, John Hardy, 
University College London, UK  

Alex Gerhard, University of Manchester, UK  

James Rowe, University of Cambridge, UK 

Martin Turner, University of Oxford, UK 

Kevin Talbot, University of Oxford, UK 

Alexis Brice, Isabelle Leber, Olivier Colliot, Stephane Lehericy, Alexandra Durr, Jean-Christophe Corvol,               

Institut du Cerveau et de la Moelle épinière , Paris, France 

Thomas Klockgether, DZNE, Germany 

Bernhard Landwehrmeyer, University of Ulm, Germany 

Thomas Gasser, University of Tubingen, Germany 

Adrian Danek, University of Munich, Germany 

Barbara Borroni, University of Brescia, Italy 

Daniela Galimberti, Fondazione Ca Granda, IRCCS Ospedale Maggiore Policlinico, Italy 

Fabrizio Tagliavini, Istituto Carlo Besta Milano, Italy 

John van Swieten, Erasmus, Netherlands 

Caroline Graff, Karolinska Institutet, Sweden 

Coordinator:  Jonathan Rohrer  

   T: + 44 (0)20 3448 4773  

   E:  j.rohrer@ucl.ac.uk 

Working Group Members: 

WORKING GROUPS SUPPORTED BY JPND 

 

 

Developing a methodological framework for trials in         
presymptomatic neurodegenerative disease –                    

the Presymptomatic Neurodegeneration Initiative 

PreNI 

This Working Group is funded by The Medical Research Council, United Kingdom under the aegis of JPND 


