
IMPROVING THE LIVES OF  
PEOPLE WITH PARKINSON'S  
ACROSS EUROPE 



Parkinson’s disease facts and figures: 
  
§  It is a progressive, chronic and complex 

neurodegenerative condition that has no cure 
 
§  It affects one in 500 people – that’s more  

than 1.2 million people across Europe 

§  The average age of onset is 60 years old, although 
more than 1 in 10 people are diagnosed before the 
age of 50 

§  It is often characterised by tremor, slowness of 
movement, rigidity and postural instability  

§  ‘Hidden’ challenges include sleep disturbances, 
anxiety, pain, depression and sexual dysfunction 

§  It can affect anyone and impacts across nearly 
every cultural, social and economic aspect of life 

§  Treatments are available for a number of aspects  
but are not yet accessible for all 

“There are times when I feel like I can  
do anything, like hike to a Buddhist 
temple in the mountains of Tibet, or  
run a marathon in Los Angeles. But  
then there are times when I can't get up 
out of a chair. Parkinson's is like that” 
 

John Ball, USA 



"I would definitely say I was over  
medicated and medicated too quickly. 
 I also came to the conclusion that it 
 is all guess work, and that there is 
 not one medication that works for  

everyone with the disease” 
(Person with PD, Spain) 

 

Who we are 
The leading  

voice for  
Parkinson’s  

in Europe 
 

Our strategies 
Engage 

Facilitate 
Inform 
Unite 

Advocate 
 

“I was diagnosed  
two years ago,  

although I had had  
it for five years. I went 
 to 14 appointments 

 with different neurologists  
and they all failed  
to recognise I had  

the disease"  
(Person with PD, Italy) 

 

Our vision 
To enable all people  

with Parkinson’s  
and their families  

to live a full life 
 

The EPDA is the only European Parkinson’s 
disease umbrella organisation. We have 
been championing and working with the 
global Parkinson’s community for 25 years. 
 
As the leading voice for Parkinson’s in 
Europe, we provide information and 
resources to all Parkinson’s stakeholders, 
raise awareness of the disease’s 
complexities and impact, and advocate for 
concrete policy change that benefits the 
Parkinson’s community. 
 
Visit us at www.epda.eu.com. 
 



 
 

We unite people  
with Parkinson’s 

 and their families,  
national Parkinson’s 

organisations, healthcare 
professionals, European 

policymakers 
 and the treatment  

industry 

We aim to ensure  
individualised care  

for people with  
Parkinson’s  
throughout  

their journeys  
 

We have member  
organisations in  

27 European 
 countries that represent 

more than  
120,000 people  
with Parkinson’s  

and carers 
 



£20,000  
a year – 

every 
donation 
counts! 

 

“I wanted to kill myself  
after the diagnosis. 

 I was just left… 
with no information” 

 (Person with PD, France) 
 

‘About Parkinson’s’ 

“There was a lack  
of sensitivity by the  

neurologist when the  
diagnosis was given  
and no information  

was provided” 
 (Carer, France) 

 

‘About Parkinson’s’ is the largest European online Parkinson’s library 
 
§  It includes comprehensive, up-to-date information on everything from 

diagnosis to end of life. 
§  Every piece of information has been thoroughly researched, reviewed  

and validated by Parkinson’s experts.  
§  It is available via the EPDA’s main website – www.epda.eu.com. 
 
 

We have  
simplified  

the layout and  
navigation structure  

of our website  
to improve users’ 

experience  

1.5m 
page views 



Parkinson’s Life is an online ‘lifestyle’ 
magazine for people affected by 
Parkinson’s disease.  
 
It aims to: 
§  publish content of the highest quality 
§  share personal stories, expert opinions, 

resources, tools and information about 
good Parkinson’s practices around the 
world 
 

§  increase awareness, inspire advocacy  
and challenge existing mindsets 

§  become a leading global Parkinson’s 
resource 

§  encourage readership to drive content.  
 
It is a website for the Parkinson’s 
community, driven by the Parkinson’s 
community.   
 

“I commend what you  
have done. Suddenly  

I don’t feel like I have an 
 old persons disease.  

I feel I can look at  
myself differently now.  
I laughed out loud with  
joy, something I have  
not done for a long  
time. Keep up the  

good work” 

“Thank you for this initiative,  
this really gives Parkinson’s another 
image and encourages young onset 

patients to accept it and be open with it. 
We are not alone and there are other 

people that share the same challenges. 
Keep going!” 

£75,000  
a year –  
can you  
help us? 

“The site looks great!  
Congratulations!  
We are proud to  

contribute!” 
“What a great site  

packed with beautiful  
stories of hope!  

I'm so glad  
I came across it” 

“Beautiful  
magazine,  

congratulations!” 



Our current project: 
An entirely new clinical scale for people 
with Parkinson’s that:  
§  has been developed by European 

Parkinson’s clinicians 
§  will be the most effective method  

for determining the severity of 
Parkinson’s symptoms (both  
motor and non-motor) 

§  is simple enough to be used  
by all healthcare professionals  

  

  

“I hope they find a cure  
or the right medical dose.  

Doctors shouldn’t be  
guessing, they should be  

better with making  
decisions about the  

prescribed medicine and  
the side effects they cause.  
The disease is something  

extremely individual”  
(Person with PD, Denmark) 

 

MY PD JOURNEY’S THREE KEY STRATEGIES 
§  To understand the different hurdles that negatively impact treating the progression of Parkinson’s 
§  To develop solutions that contribute to comprehensive and individualised management of Parkinson’s 
§  To implement the solutions across Europe 

My PD Journey is a unique  
multi-stakeholder coalition 
working on behalf of people  
with Parkinson’s in Europe,  
led by the EPDA. 
 
The coalition involves:  
§  European umbrella healthcare 

organisations 
§  high-profile European  

Parkinson’s specialists  
§  people with Parkinson’s and  

their carers  
§  members of the multidisciplinary 

healthcare team. 

£200,000  
a year –  

we need your 
support! 



Advocacy and political affairs 

£100,000  
a year –  
help us  

to make a 
difference! 

 

Part of the EPDA’s mission statement is “to advocate for concrete 
policy change that benefits the Parkinson’s community”. This is 
because there is: 
 
§  a distinct lack of awareness and knowledge about Parkinson’s within  

the European and national political community 
§  no specific MEP or national MP group that focuses on Parkinson’s 
 
The EPDA is therefore developing and facilitating: 
§  deep relationships with MEPs, national MPs and other decision 

makers, and engaging with them on an ongoing basis 
§  Parkinson’s-related event opportunities for MEPs and decision  

makers to join where they can engage with our members. 



9 out of 10  
people in Europe 
are not diagnosed 

by the right person 

Parkinson’s  
diagnoses can take 
more than 2 years  
– when guidelines 

recommend  
it should  

take 6 weeks 

EPDA DATA  
COLLECTION 
£100,000  

a year 
Data collection is a vital part of 
the EPDA’s work: 
 
§  We have 25 years’ experience 

understanding people with 
Parkinson’s and their families’ unique 
journeys 

§  No other Parkinson’s patient-led 
organisation can match the scale – or 
the authority – that we can 

§  Our evidence is clear: patients are 
not receiving the standards of care 
that disease specialists recognise as 
being best practice. 

 
We want – and need –  
to continue our research. 

“The EPDA's Move for Change campaign  
should improve communication between  

patients and doctors, nurse and therapists. 
More importantly, it could lead to earlier  

diagnoses and better intervention  
opportunities for patients” 

  

Professor Fabrizio Stocchi,  
Parkinson’s neurologist, Italy 



Our inaugural ‘Parkinson’s 100 Challenge’ 
kicked off in the autumn of 2015 with the 
goal of encouraging 100 participants to 
carry out running, cycling, baking, reading 
or other fun challenges wherever they 
were in Europe or around the world. 
 
Each participant aims to raise £500,  
and corporate partners are encouraged  
to match the funding raised. 
 
 
 
 
 
 
 
 
 

 

UNITING THE PARKINSON’S  
COMMUNITY AND OUR PARTNERS  
THROUGH FUNDRAISING Target: 

£120,000  
by the end  

of 2018 
 
 

2017 
100 Challenge: 

1 March to  
31 Dec 

 
 

We are now continuing the  
Parkinson’s 100 Challenge every  
year, and our target for 2017 is  
£50,000.  
      
Co-ordinated social media campaigns  
across Europe and the world are 
encouraging the Parkinson’s community 
and corporate teams to participate.  
 
Will you join us so that you can say 
#Iam1in100? Please visit us and sign up: 
 
www.parkinsons100challenge.eu 



ELVIND, 56 

“It’s like with the bullfighter and  
the bull. When the bull came into  
the arena, it was him and me.  
The battle is lifelong… and I know  
I cannot kill him” 


