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Research Project: 
 

Assessment of ataxia severity under real-life conditions with SARAhome: A multicenter study in 
spinocerebellar ataxia type 3 (SCA3) 

 
Principal researchers: Dr Marcus Grobe-Einsler and Prof Thomas Klockgether, German Center for 

Neurodegenerative Diseases (DZNE), Bonn (Germany) 
 
Scientific Summary 
The aim of the project is to study ataxia severity under real-life conditions in a large cohort of 
spinocerebellar ataxia type 3 (SCA3) patients. To this end, the researchers will employ SARAhome, a 
newly developed video-based digital assessment tool. The study will be performed as a substudy of the 
ESMI cohort. This study will allow for the first time to assess fluctuation of ataxia in SCA3 over a period 
of 14 days. Specifically, they wish to quantify the extent of fluctuations and identify causative factors. In 
addition, the study will give more information on the relation of SARAhome ratings to the conventional 
SARA obtained in the hospital, feasibility of SARAhome in a multicentre setting, and the minimum 
number of days of home assessment required to obtain a representative measure of ataxia severity. 
 
Lay Summary 
This research involves a number of groups in Europe and will be coordinated by Dr Marcus Grobe-
Einsler and Professor Thomas Klockgether at the German Center for Neurodegenerative Diseases 
(DZNE) Bonn, Germany. In this project, the researchers will use a newly developed video-based 
assessment tool called SARAhome to study the severity of ataxia in the home environment. The study 
will involve people with spinocerebellar ataxia type 3 (SCA3). 
 
Currently, the severity of ataxia is measured using clinical scales such as SARA (the Scale for the 
Assessment and Rating of Ataxia). SARA is made up of eight assessment items, (for example, sitting, 
speech, nose-finger test etc.) and is applied by trained professionals in a clinical setting such as a 
hospital. However, ataxia symptoms can change from day-to-day and throughout each day. Therefore, 
it is important to be able to assess the severity of ataxia in a home setting. Assessing ataxia in a home 
environment may also be more convenient for people with ataxia than visiting a hospital and allows the 
collection of data for clinical trials in the event of government lockdowns.  
 
SARAhome is a video and device assisted rating of ataxia that is performed at home. It contains almost 
the same assessment items as the traditional SARA and people with ataxia can be trained to apply 
SARAhome themselves. SARAhome instructions are given on a tablet screen using a newly developed 
SARAhome app (implemented in Aparito’s ATOM5 software) and the performance of the different 
assessment items are video recorded on the tablet. This recording is then transmitted to be rated. 
 
People with SCA3 from the European Spinocerebellar Ataxia Type 3/Machado-Joseph Disease 
Initiative (ESMI) cohort will be involved in this research project. ESMI has multiple study sites across 
Europe in Bonn, Tübingen, Aachen, Essen, Heidelberg (Germany), London (UK), Azores and Coimbra 
(Portugal), Nijmegen and Groningen (Netherlands), and Santander (Spain).  
 
During their project the researchers will: assess the severity of ataxia under real-life conditions, 
investigate daily changes in ataxia severity and what may cause these, demonstrate the feasibility of 
SARAhome, and identify the minimum number of days home assessment is needed to assess ataxia 
severity. 
 
Overall, this project aims to give us further insight into assessing ataxia severity in a home environment 
and the changes in ataxia severity. Although this project focuses on SCA3, SARAhome could be used 
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in the future for other types of ataxia. 
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