
Reaffirming the scale’s  
validity among a wider audience
A second validation study began in February 2017 to 
reaffirm the scale’s findings among a larger group of people 
with Parkinson’s and clinicians, and promote a broad use 
of the scale. Professor Fabiana Radicati (Italy), one of the 
authors of the scale, is the clinical trial coordinator on this 
extensive validation study (see below).

In parallel, My PD Journey is currently working with 
neurological and clinical bodies, policymakers, and patient 
organisations to roll out this new tool across Europe.

For more information, please contact secretariat@mpdj.eu.

There are 22 centres participating in the second  
validation study from 14 countries 
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involving 
around  

700 patients

The second study is  
due to be completed 
in November 2017,  
with a report on 
the study’s findings 
published in 2018. 
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About the EPDA 

PARTNERS

The European Parkinson’s Disease Association (EPDA) 
is the only European Parkinson’s umbrella association. 
We represent national Parkinson’s associations all 
across Europe, and advocate for the rights and needs 
of more than 1.2 million people with Parkinson’s and 
their families. 

My PD Journey is a first-of-its-kind multi-stakeholder 
project for people with Parkinson’s in Europe, led by 
the EPDA. The Parkinson’s Disease Composite Scale 
is a My PD Journey project, and as such belongs to 
the EPDA.

Visit www.epda.eu.com for more information about 
Parkinson’s disease and the EPDA work programme. 
For more specific details about My PD Journey, go to 
www.mypdjourney.com or email secretariat@mpdj.eu.

If you are interested in becoming a funding partner or can offer in-kind support at either a European or national 
level, please contact secretariat@mpdj.eu.
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About Parkinson’s disease 
Parkinson’s is a 
progressive, chronic and 
complex neurodegenerative 
condition that has no 
cure. It affects all aspects 
of daily living and is one 
of the most common 
neurodegenerative diseases. 
The effects of Parkinson’s 
invariably involve the 
physical, cognitive and 
psychological domains.

High disease prevalence  
in Europe 
The average age of onset is 60 
years, although more than one in 
10 people are diagnosed before the 
age of 50. The current statistics are 
severely outdated and do not provide 
the full picture about the prevalence 
of the condition, reflecting the need 
to intensify data collection efforts.

Symptoms 
The severity of Parkinson’s differs 
from person to person as every case is 
different. The condition is predominantly 
characterised by problems with body 
movements – known as motor symptoms. 
These symptoms include tremor, rigidity, 
bradykinesia and postural instability. 
However, people with Parkinson’s also 
experience devastating non-motor 
symptoms that are not directly related to 
movement, such as sleep disturbances, 
anxiety and depression. These greatly 
affect quality of life.

A PROGRESSIVE, CHRONIC,  
AND COMPLEX 

NEURODEGENERATIVE DISEASE

MOST COMMON
2nd

DOUBLE 
BY 2030

A FIGURE THAT IS 
SET TO

1.2 million
patients

€13.9 billion
AVERAGE COST TO THE 
EUROPEAN ECONOMY

€
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Positive progress for 
people with Parkinson’s 

The My PD Journey coalition, on behalf of the EPDA, 
has developed the Parkinson’s Disease Composite 
Scale – a simple new scale that measures the severity 
of symptoms experienced by people with Parkinson’s 
in a timely way.

Existing scales used by neurologists currently explore 
different aspects of the condition, but do not offer  
a comprehensive view of a person’s condition. 
The development of the new Composite Scale was 
therefore urgently needed as it combines motor 
symptoms, non-motor symptoms and treatment-

related complications; it is also simple and relatively 
fast to use. Designed to complement existing scales, 
the Composite Scale is the first to offer a holistic 
view of Parkinson’s.

The Composite Scale can be conducted in roughly  
15 to 20 minutes, making a consultation between the 
person with Parkinson’s and their neurologist much 
faster than is usually the case, therefore freeing up 
time within the consultation to discuss other things 
important to the individual. In addition, it grades the 
relative importance of particular symptoms, taking 
into account people with Parkinson’s perspectives, 
which are important in the delivery of timely and 
effective treatment and care. 

The Composite Scale, a new  
tool for Parkinson’s evaluation

OUR MISSION IS TO ENABLE 
TAILORED CARE FOR  
PEOPLE WITH PARKINSON’S 
THROUGHOUT THEIR JOURNEY.

THE SCALE WILL FACILITATE THE 
MONITORING OF THE CONDITION’S 
PROGRESSION AND OFFER A NEW, 
UNIQUE TOOL FOR CLINICAL 
FOLLOW-UP.
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MEP Heinz Becker at the introduction event  
of the EPDA’s Composite Scale in February  

2016 in the European Parliament
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My PD Journey is a multi-stakeholder European 
coalition led by the European Parkinson’s Disease 
Association (EPDA). It works collaboratively towards 
improving the lives of people living with Parkinson’s.

This initiative involves representatives across 
the entire Parkinson’s community – including 
European umbrella healthcare organisations, 
high-profile European Parkinson’s neurologists, 
people with Parkinson’s, carers and members of the 
multidisciplinary healthcare team, among others.

My PD Journey is also supported by a number of 
high-level policymakers at European level, including 
Members of the European Parliament, officials of the 
European Commission, and Public Health Attachés 
in the EU Council.



The journey so far
Work began on the Composite Scale in September 
2014. The initial pilot study, which took place 
between January and June 2015, involved 70 
patients with mild-to-moderate Parkinson’s. It 
produced satisfactory outcomes in terms of the 
tool’s acceptability and hypotheses testing. 

A first validation study followed (from October 
2015 to January 2016), involving a total of 194 
patients with a mean age of 66.5 years in five 
countries (Australia, Italy, Romania, Sweden and 
the UK). 

The first validation study proved to be:

The first study indicated that the scale was a 
feasible, acceptable, reproducible, valid and precise 
instrument for more holistic measurement of 
Parkinson’s symptoms. 

In collaboration with the Parkinson’s specialist 
neurologists who led the scale’s development - 
Professors Fabrizio Stocchi (Italy) and Pablo Martinez 
Martin (Spain) - My PD Journey introduced the scale 
to an audience of more than 60 political and medical 
stakeholders in the European Parliament in Brussels 
in February 2016. It was later presented at the 20th 
International Congress of Parkinson’s Disease and 
Movement Disorders in Berlin in June 2016. 

Feasible and 
acceptable 
– the extent to which the Composite 
Scale could be used successfully in 
a clinical setting.

Valid 
(hypothesis testing validation)
– the extent to which the scale 
assessed the underlying theoretical 
construct it was designed to measure.

 ReliabLE 
(internal consistency and stability)  
– how much the scale was free 
from random errors.

PrecisE 
– the scale’s ability to distinguish 
between small differences in 
symptoms.

3 4 www.epda.eu.comwww.mypdjourney.com


