
  

ADVOCACY 
Advocacy activities in 2018 (including members‟ survey 

and young onset Parkinson‟s event in European 

Parliament) 
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Findings of the members’ advocacy survey 

Three key recommendations: 
 

 

1. Set up an operational Advocacy 

Working Group  

 

 

1. Dissemination of existing EPDA 

Advocacy Toolkit  

 

 

1. Trialling the sending of Policy 

Briefings on EU and 

international developments  

  

 

 

KEY FINDINGS 
 

● Advocacy is seen as important 

and a majority of members have 

identified policies they want to 

influence. 

 

● National environments are all 

different, yet lack of awareness 

and specialist healthcare 

professionals has been identified 

as a key barrier for treatment by 

almost all respondents. 

 

● Needs and level of support from 

EPDA varies across membership. 

 

 



  

Focus on young onset Parkinson’s (YOPD) 

 

 

This was the inspiration behind the EPDA‟s Focus 

on YOPD campaign: an exhibition in the 

European Parliament and outreach towards 

MEPs, which brought people with young onset 

Parkinson‟s from across Europe to meet together 

in Brussels.  

One of the EPDA‟s key priorities is to encourage 

EU decision makers to listen and act on our 

recommendations for meaningful policy change 

for all people living with Parkinson‟s and their 

families. A key part of this is to challenge and 

correct current misconceptions that Parkinson‟s 

is a condition that only affects older people. 



  

The results 

✓ An exhibition displaying the photography 

of Anders Leines in the European 

Parliament, hosted by MEP Rory Palmer 

 

✓ A policy roundtable in the European 

Parliament, with MEP Marian Harkin 

 

✓ The establishment of a focus group for 

young people with Parkinson‟s from 

across Europe 

 

✓ A number of side meetings between 

MEPs and people with young onset 

Parkinson‟s Through events such as the exhibition in the 

European Parliament, the EPDA becomes 

the main advocate for people with 

Parkinson’s and their families – and a vital 

partner for dialogue – at a European level 

with key political stakeholders in Brussels. 

This increases the visibility of Parkinson’s in 

Brussels and raises the EPDA’s profile as a 

trusted and authoritative stakeholder. 

We will continue to build on the relationships 

made, to further promote dialogue at the EU 

level.  



  

What’s next? 

Following the internal meeting, a YOPD 

focus group has been created. This 

group provides a platform to debate and 

form an action plan for change. 

This focus group, supported by the EPDA, 

would be split into different workstreams to 

allow for targeted discussions on each topic. 

The current priorities include: 

 

          Education 

 

 Employment and benefits 

 

Family/wellbeing 

 

Physical exercise and lifestyle  

 

         Research to find the cure 

 

          



  

Parkinson’s Disease Composite Scale 

(PDCS) 
Rolling out the PDCS in health systems across Europe 
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Where are we now? Achievements to date 



  

 

 

 

 

 

 

 

 

We believe the PDCS will support your priorities to improve the lives of people with 

Parkinson’s in your countries and believe it can be an excellent tool to help you to: 

 

✓ build relationships with healthcare professionals and key stakeholders 

✓ build awareness in your national healthy ministry or health authority 

✓ educate your members about Parkinson‟s symptoms  

✓ help people with Parkinson‟s better understand and increase self-management 

 
 

Why should the PDCS matter to you? 

✓ It captures all areas of Parkinson‟s, including motor, non-motor and treatment induced 

symptoms 

 

✓ It offers a quick evaluation of the symptoms causing the greatest disability 

 

✓ It is quick (15-20 minutes) and easy to use  

The PDCS in a nutshell: 



  

What do we want to achieve with roll out? 

• A core element of the EPDA’s 2018-19 work programme is the roll out of the PDCS in 

clinical settings across Europe to facilitate better diagnosis and management of 

Parkinson's – and, ultimately, to improve people‟s lives.  

 

• A key success factor for the PDCS roll-out strategy is obtaining and consolidating buy-in 

for the PDCS among the political and medical community, both at the European and 

national levels.  

 

• Primary audience to increase uptake of the PDCS 
Healthcare 

professionals 

• Secondary audience that can help increase visibility and 
credibility of the PDCS  

Political 
community 

• A special PDCS toolkit will be developed for EPDA members to 
help support the roll out of the PDCS at the national level 

Utilising the 
national expertise 



  

Our PDCS activities 

ACCESSIBILITY 

How do we make the PDCS 
widely accessible? 

A dedicated website 
section for the PDCS 

Translation of the PDCS 
into key European 

languages 

VISIBILITY 

How do we spread the word 
about the PDCS effectively?  

FAQ 

Fact sheet/infographic 

Key messages about the 
PDCS 

Webinar and events 
concept note 

Videos 

CREDIBILITY 

Who else can help us in 
raising the PDCS’s credibility? 

EPDA members 

Identify “ambassadors” to 
speak of the PDCS‟s value 

and advocate its usage 

Identify channels through 
which we can promote the 

PDCS 

Seek political support for 
the PDCS as a good 

practice 



  

The PDCS Toolkit  

What will be in the toolkit? 

✓ An event concept note that can be adapted to the needs of your country  

✓ PDCS information and messaging with accompanying visuals and collaterals  

✓ A translated version of the PDCS, available in a number of languages   

✓ A clear „ask‟ for healthcare professionals – we want their support and action! 

How will this help you? 

 

The aim of the PDCS toolkit is to assist you and your organisation in the roll out of 

the PDCS at the national level. It seeks to provide guidance and be adaptable to 

your national landscape, rather than providing prescriptive instructions.  



  

OPEN DISCUSSION 


