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 ”the ePda vision
to enable all people with Parkinson’s 
in Europe to live a full life while 
supporting the search for a cure.

the ePda mission
In order to achieve its vision, the EPDA 
aims to become the leading voice for 
Parkinson’s in Europe – providing 
innovative leadership, information 
and resources to national Parkinson’s 
associations, European policymakers, 
the treatment industry, healthcare 
professionals and the media. In 
achieving these aims, the EPDA hopes 
to raise the profile of Parkinson’s and 
enable people living with the disease 
to be treated effectively and equally 
throughout Europe.

www.epda.eu.com
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While we’re pleased and proud of 
our efforts and achievements in 
2012 – indeed, this Annual report is 
a fine testament of an ambitious and 
proactive voluntary organisation – it’s 
still all too clear that we’ve so much 
more to do if our humble organisation 
is to fulfil its potential and become 
‘the voice of Parkinson’s in Europe’. 

As a result, a great deal of the EPDA’s 
work over the next 12 to 18 months 
will be centred around improving our 
communication with our members. 

Why is this necessary? Well, we are 
aware that we haven’t done enough 
in the past to promote and share 
the vital work that our 45 member 
organisations have been doing for 
many years – and are continuing 
to do – at a national level, and we 
acknowledge that this needs to 
change. But this can only be achieved 
by interacting, listening and working 
directly with our members on a far 
greater scale than we do currently. 

the EPDA, therefore, needs to do a lot 
of work. As the EPDA Board explains 
on page 4, we need to ask “serious and 
difficult questions of ourselves and our 
members in order to find out who we’re 
reaching – and who we’re not – and 
what we can do to serve them better”.

the last few years have been spent 
building solid foundations that 
have helped our top-line strategies 
remain strong, but in 2013 and 
beyond we are looking to build on 
that momentum and consolidate 
what we’ve already achieved. In other 
words, by researching and learning 
about what our members expect 
from the EPDA then we will be able 
to tailor and provide resources they 
really need. But this can only be done 
through communication. We want 
to understand our members’ aims 
and objectives in order to help them 
develop and grow their organisations 
the way they want to.

the EPDA is, therefore, embarking on a 
new era of unprecedented partnership 
and teamwork with its members. We 
look forward to taking on this initiative 
and we will work harder than ever to 
make it a success. But we do need our 
members’ support in return. the EPDA 
always talks about the importance of 
partnership – but now we believe it is 
time for action and not words.

We want everyone in the Parkinson’s 
community – no matter if they 
represent a large organisation with 
hundreds of staff or a small group of 
volunteers with little or no funding 
– to celebrate the fact that we are all 
striving for the same thing: to raise 
awareness of Parkinson’s and to 
improve the quality of life of all people 
who live with the disease and their 
families and carers. I hope each and 
every one of you will help the EPDA 
in its latest endeavour – our future 
depends on it. Happy reading and I 
wish you the very best for the future. n
 

Knut-johan onarheim
ePda President

President’s 
statement

What a special year 2012 has been for the EPDA. not only have we 
reached the landmark of 20 years as a voluntary organisation, but 
more importantly we’ve spent a year celebrating that fact. When I 
say ‘celebrating’, I mean we have spent all year working harder than 

we ever have before to make the occasion extra special, which we think we’ve done 
– as you’ll see on pages 7-9. At the same time we have worked non-stop to continue 
developing the exciting and much-needed projects (see pages 12-15) and resources 
(see pages 22-24) that we work on every year to help our members improve the lives 
of people with Parkinson’s in their own countries. 

EPDA PrEsIDEnt
Knut-JoHAn onArHEIm
 

president’s statement

“the EPDA always 
talks about the 
importance of 
partnership – but 
now we believe it 
is time for action 
and not words

 ”
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Board’s review

a strategic evolution 
In its early years, the EPDA tried its 
best to help all people with Parkinson’s 
(PwPs) because we believed that was 
our role within the Parkinson’s 
community. However, we’ve since 
looked at this strategy and realised 
that due to Europe’s many different 
languages and cultures – and our own 
limited funding for translation – we 
were only reaching the limited 
numbers of people who could 
understand English. As a result, the 
EPDA Board decided in 2010 to change 
its strategic direction and focus on two 
clear areas: maximising our members’ 
potential and increasing our own 
profile in the European Parliament. 

Firstly, we decided to reach out to our 
members in order to determine what 
they wanted and needed in order to 
grow into bigger and stronger patient 
organisations. We felt that if we helped 
those organisations with limited 
resources to become more confident 
and autonomous – while supporting the 
larger organisations in other ways that 
were more relevant to them – then our 
members would be in a better position 
to help their own members and reach 
the 1.2 million people who currently 
live with Parkinson’s in Europe. 

since 2010, the EPDA has been 
working towards helping, assisting 
and educating its members (and 
therefore their members) through 
the provision of awareness-raising 
and data collection campaigns as 
well as tools and resources that can 

the EPDA’s strategic direction is now firmly on the right course as we, the 
Board, commit the resources at our disposal to developing closer relations 
not only with our members in an attempt to help them to develop and 
grow but also with European policymakers in order to push Parkinson’s 

higher up the political agenda. 

be distributed all over Europe. By 
sharing translated information with 
them that is designed to inspire them 
to adapt and to develop, we believe 
that the EPDA will become a much 
more effective umbrella patient 
organisation in the years to come.

At the same time, we realise that the 
EPDA needs to immerse itself 
wholeheartedly into understanding 
and infuencing the European union’s 
political agenda. If we succeed in this 
task, the results could be extremely 
positive and far-reaching. We decided 
that if Alzheimer’s disease and 
multiple sclerosis had their own voice 
in the European Parliament then why 
shouldn’t Parkinson’s? 

And as you’ll read on pages 10-11, our 
shift in emphasis is really beginning to 
bear fruit now: we’re talking to 
policymakers and have developed 
relationships that are real and tangible. 

a healthy transition 
With this strategy in mind, the EPDA 
administration team has undergone a 
dramatic transformation in 2012 as we 
continue in our quest to become one of 
the most dynamic and influential 
umbrella patient organisations in 
Europe. We believe that the new-look 
team will complement the EPDA’s 
established President and Board (see 
page 6) as well as our striking new and 
consistent brand identity (see page 7).

At the heart of the new-look 
administration team is still lizzie 

Graham – who has worked tirelessly 
for the EPDA since its creation in 1992. 
Having been secretary general since 
2006, she stepped aside in April 2012 
to become director of fundraising 
and global communications. she is 
now ably assisted by Amanda Worpole, 
the new interim secretary general, 
and long-time EPDA team member 
Chiu man, who has stepped up to 
become head of operations. 

It’s taken the EPDA 20 years of effort, 
trust, commitment and enthusiasm 
from many parties to get where it is 
today, but we realised that our stance 
and outlook had to take another 
direction if we are to effect the levels 
of change we want to as a European 
umbrella organisation. And now, 
with a dedicated team working 
together, we have never been 
stronger or more focused. 

WorKing With the membershiP 
A great deal of the EPDA’s work in 
the next 12 to 18 months or so will 
be centred around improving our 
communication with our members. 
the EPDA’s future success is 
inextricably linked to interacting 
with them, listening to them and 
working with them. 

to make this happen, we will be 
conducting intensive research from 
october 2012 to June 2013 into what 
our member organisations really want 
from the EPDA. For example, we will 
be asking whether they use the 
numerous free resources at their 
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these companies are established on 
shared interest, transparency, trust 
and mutual benefit, yet they do not 
imply the EPDA’s endorsement of any 
corporation (or their respective 
products or services). 

there are also a number of other 
companies that are the EPDA’s trusted 
friends and supporters who have, in 
their own unique ways, enabled us to 
make strides towards realising our 
mission. (For a full list, see page 25 or go 
to www.epda.eu.com/partners-and-
sponsors.) their support is, as ever, 
greatly appreciated and the EPDA would 
like to thank them all for their 
continued interest and partnership, and 
we look forward to working closely with 
them in the future. 

administrative team 
All the work that you read about 
within this Annual report would not 
have happened without ‘the team’ 
(see page 6). While it is the Board’s 
responsibility to create and spearhead 
the EPDA’s strategic direction, there 
is an enormous amount of hands-on 
work that needs to be done to achieve 
this – and that is where a very small 
core team of freelancers comes to 
the fore. the EPDA would not be 
where it is today without their hard 
work. the Board thanks them all 
without exception for what they have 
achieved this year, and we look 
forward to their continued efforts – 
and the pleasure of working with 
them – in the years to come.

board meetings and movements 
the Board held three full strategy 
meetings between october 2011 and 
september 2012, while EPDA President 
Knut-Johan onarheim (KJo), Vice-
President susanna lindvall (sl) and 
lizzie Graham (lG) held two 

Parkinson’s Disease Group (PDG) think 
tank meetings with the treatment 
industry. one of these meetings was in 
Bergen, norway; the other two were in 
the uK. other EPDA development 
meetings were as follows:

MARCH
KJo, sl and lG met with Abbott 
Products in the uK.

APRIL
KJo, mariella Graziano (mG), Ann 
Keilthy, Ami Arieli and lG attended the 
launch of the Advanced Parkinson’s 
Pathfinder in the House of lords in the 
uK; KJo also participated in the us 
unity Walk in new York.

MAY
KJo attended the first Danish unity 
Walk in Copenhagen.

JUNE
sl and mG participated in the 
movement Disorder Congress in 
Dublin, Ireland; KJo, sl, lG and 
Amanda Worpole (AW) met with 
Abbott Products in the uK.

sEPtEMbER
KJo, sl, mG and AW attended the 
European Federation of 
neurological societies congress in 
stockholm, sweden; KJo, sl, lG 
and AW met with uCB and Abbott 
Products in Amsterdam.

NovEMbER
At the time of going to press, KJo, 
sl, lG and AW were scheduled to 
lead the initial ‘Consensus statement 
for Carers’ (see page 9) development 
meeting in the uK. In addition, the 
EPDA Board is due to hold its final 
meeting of 2012 in the uK, and KJo, sl, 
lG and AW are set to meet with the 
PDG think tank in the uK. n

 “over the next few 
months, the EPDA will 
be conducting intensive 
research into what our 
member organisations 
really want from us 

 ”

disposal (see pages 22-24). If so, who 
uses them and how? Are there other 
resources that we should be producing 
that would be more useful? We need 
to ask serious and difficult questions 
of ourselves and our members in order 
to find out who we’re reaching – and 
who we’re not – and what we can do 
to serve our members better. 

other aspects that will be considered 
will include gathering case studies of 
members’ excellent initiatives and 
projects that are currently going 
unnoticed. the EPDA exists to promote 
and share the excellent work its 
members are doing but we 
acknowledge that this is an area in 
which we can improve. We often hear 
secondhand stories about what our 
members are doing. this means we are 
not getting enough first-hand news, 
and this needs to change. 

this drive for a better level of 
communication with the membership 
is also reflected in the EPDA’s other 
2012 initiatives, particularly stronG 
and the regional Project (see page 14). 

We hope our members will appreciate 
that the EPDA is entering a new era of 
unprecedented partnership and 
teamwork. We are prepared to take this 
responsibility – we want it – but we also 
need our members to embrace the idea 
too if it is going to work. only together 
can we make the voice of Parkinson’s 
in Europe louder and stronger. 

Partners and sPonsors 
In order to continue its ambitious 
work programme, the EPDA relies on 
progressive partnerships with a 
number of external organisations. 
However, to ensure the EPDA retains 
its independence at all times, it does 
not accept donations that are 
dependent on policies set by others. 
Any funds received, therefore, do not 
influence the EPDA’s vision, strategic 
direction or any other projects.

of particular note is the EPDA’s 
working partnership with the 
treatment industry, which is getting 
stronger and stronger every year. 
our funding partners are companies 
and organisations of high standing 
and reputation, all of whom agree 
with the EPDA’s overall strategic 
direction and help support the 
integrity of the organisation. the 
EPDA’s partnerships with all of 

board’s review
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epda board and team

President 
Knut-Johan onarheim
norway
 
Knut-Johan was 
elected EPDA 
President in 2009 
and has served as a 
Board member since 
2005. He became 
a board member 
of the norwegian 
Parkinson’s Disease 
Association in 1995 
due to his father 
having Parkinson’s. 
He became president 
in 2001, a position he 
still holds. 

Knut-Johan onarheim
norway 

mariella Graziano
luxembourg

Branko Šmid
slovenia
 
 

stephen Pickard
Belgium

Vice-President
susanna lindvall
sweden
 
susanna was elected 
EPDA Vice-President 
in 2005. From 1996 
to 2002 she was 
president of the 
swedish Parkinson’s 
Disease Association 
(sPA). since then 
she has served 
on the sPA board 
and is currently 
president of the 
swedish Parkinson 
Foundation.

treasurer
mariella Graziano
luxembourg
 
mariella was elected 
EPDA treasurer in 
2009 having been 
secretary since 2003. 
since 2000 she has 
worked closely with 
the luxembourg 
Parkinson’s Disease 
Association and was 
elected its vice-
president in 2008.

member
Ami Ariel 
Israel
 
Ami was elected 
as an EPDA Board 
member in 2009. 
He was diagnosed 
with Parkinson’s in 
2000 and joined the 
Israel Parkinson’s 
Association (IPA) 
in 2004, and was 
elected onto its 
board shortly after.

member
Ann Keilthy
Ireland 
 
Ann was elected 
as an EPDA Board 
member in 2009. 
she was diagnosed 
with Parkinson’s 
in 1996 and, since 
that time, has been 
actively involved 
with the Parkinson’s 
Association of 
Ireland (PAI).

elected  
board

executive 
board

advisers to 
the board

Director of 
Fundraising and 
Communications 
lizzie Graham
lizzie@epda.eu.com

Interim secretary 
General 
Amanda Worpole
amanda@epda.eu.com

Head of operations
Chiu Keung man
chiu@epda.eu.com 

administrative 
team details

Editorial and 
Communications 
Consultant
Dominic Graham
dominic@epda.eu.com

Information and 
research officer 
(non-scientific)
Carolyn loveless
carolyn@epda.eu.com

Awareness 
Campaign Project 
officer
Vicky routledge
vicky@epda.eu.com

Administrative 
support
Jennifer stratten
jennifer@epda.eu.com

EPDA Board and team

Political Affairs 
officer
Heather Clarke
heather@epda.eu.com

Political Affairs 
officer
silvia Bottaro
silvia@epda.eu.com

susanna lindvall
sweden

lizzie Graham
the uK
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the EPDA’s 20th 
anniversary activities

“the EPDA’s rebranding exercise was crucial in 
more ways than one as it made us think more 
clearly about who we are, who we represent and 
what we need to do to achieve our objectives,” 
said EPDA President Knut-Johan onarheim. “We 
are, therefore, incredibly proud of our new 
website, which reflects our new identity and 
strategic direction more than ever. We’ll be the 
first to admit that the old website needed 
updating and that’s what has been achieved.” 

the new website, which launched in June 
2012, now caters for all the EPDA’s visitors. 
From its member organisations, people with 
Parkinson’s (PwPs), European policymakers, 
healthcare professionals or representatives 
from the treatment industry or the media, 
everyone will be able to find the information 
that is relevant to them at the instant click of 
a mouse. the site also continues to use its content 
management system (which means all content can 
be updated quickly and efficiently) and features the 
relevant social media tie-ins – including Facebook, 
twitter and linkedIn – that are proving to be so 
effective in the modern world. 

the EPDA hopes all of its friends and supporters 
will enjoy exploring the new website in the 
future and will agree that it’s an exciting step 
forward for everyone interested in raising the 
profile of Parkinson’s. Don’t forget to visit  
www.epda.eu.com regularly to learn about the 
EPDA’s latest news and initiatives. 

tHE EuroPEAn unItY WAlK 

the European unity Walk is a new and extremely 
exciting initiative by the EPDA that aims to raise 
awareness across Europe about Parkinson’s and 
its impact on people living with the disease, 
their families and our entire society. For full 
details about the unique event, see page 20.

the EPDA turned 20 years old in 2012 and, to celebrate 
the landmark, it launched a series of carefully planned 
progressive initiatives throughout the year – on top of its 
existing activities – to help ensure it was a year to remember 

and that its long-term strategic plans were continuing in the right 
direction. Here are some of the most significant 2012 developments.

tHE rEBrAnDInG 
 
In 2011, the EPDA made a very difficult decision. 
After long and hard deliberation it agreed that the 
organisation needed a significant visual branding 
refresh if it was to provide a unified Parkinson’s 
voice throughout Europe and push the disease up 
the European political agenda in the future. 

the EPDA has changed so much as an organisation 
since it formed 20 years ago. the EPDA logo was 
created in 1996 – long before voluntary 
organisations had begun to have an internet 
presence – and its website and subsequent 
resources have grown organically over the 
subsequent years, according to the needs that 
the organisation faced at the time. the 
organisation, therefore, embarked on a subtle-yet-
striking refresh across every single aspect of its 
brand – from its website to its marketing, 
exhibition and stationery materials – to make 
it more consistent, vibrant and powerful. together, 
these new-look elements have provided a consistent 
clarity to what the EPDA is trying to achieve.

“this brand refresh is essential to everything 
that we are trying to achieve,” said EPDA 
President Knut-Johan onarheim. “the 
professional nature of the new-look brand has 
boosted all the work we are doing . We are an 
incredibly modern patient umbrella organisation 
and our hardworking members deserve an image 
that reflects that. the new look is helping to 
ensure that the EPDA’s voice – and those of its 
members – is louder than ever before.”
 

tHE nEW WEBsItE 

At the same time as the EPDA brand refresh, the 
EPDA faced the huge task of overhauling its 
existing website to make it more user-friendly, 
modern and relevant to its key stakeholders.  ››

the epda’s 20th anniversary activities
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 “the new social 
media toolkit will 
be invaluable for all 
voluntary organisations 
seeking to generate 
more awareness about 
their work programmes

 ”
the AnnIVErsArY conference 

When several hundred EPDA supporters 
descend upon Amsterdam on Friday 28 
september to participate in the inaugural 
European unity Walk (see page 20), many of 
them will not realise that there will also be a 
special conference to celebrate the organisation’s 
20th anniversary the following day. For more 
information about this event, see page 21. 

tHE PromotIonAl FIlm 

to help the EPDA in its efforts to raise its profile 
with European policymakers and other key 
stakeholders – and also to showcase its many 
achievements over the last 20 years – a short 
promotional film that charts the EPDA journey 
since its creation in 1992 was launched on 11 
April to celebrate World Parkinson’s Disease Day. 

the film – entitled The EPDA – 20 years improving 
the lives of people with Parkinson’s – focuses on why 
the EPDA was born, what it has done, what it is 
doing now and where it is heading. Produced by 
established filmmakers and featuring all the 
elements of the EPDA’s recent brand refresh, the 
film targets many audiences, including:
❚  member organisations (and those groups that 

work with them). the film underlines the 
reach, influence and strength of the EPDA and 
demonstrates what can be achieved for PwPs in 
Europe when organisations work together

❚  Eu policymakers and national mEPs. the film 
underlines the need for better management of 

Parkinson’s, highlights the costly impact of 
mismanaging the disease, and discusses some 
of the EPDA’s campaigns and resources to 
improve the current situation

❚  the treatment industry and healthcare 
professionals. the film acts as an educational 
resource for interested external parties 
wishing to collaborate with the EPDA on behalf 
of PwPs 

❚  PwPs and the general public. the film will 
generate awareness that PwPs are not alone 
while stressing that there are local and 
national organisations with resources and 
support systems in place to help the wider 
Parkinson’s community. 

the film can be viewed at www.epda.eu.com/film. 
 

tHE PlEDGE For PArKInson’s 

the Pledge for Parkinson’s is an awareness-
raising initiative and a ‘call to action’ for mEPs 
and policymakers to improve conditions for 
PwPs. For more information, see page 13. 

InCrEAsED Eu ACtIVItY 

one of the EPDA’s key priorities in 2012 has 
been to develop its Brussels-based political affairs 
and policy team and build its profile with 
policymakers to help push Parkinson’s up the 
European political agenda. see pages 10-11 to 
read about the team’s successes in the EPDA’s 
20th anniversary year. 
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the epda’s 20th anniversary activities

ConsEnsus stAtEmEnt For CArErs 

If the EPDA’s vision is to be achieved (see page 2), 
the vital role played by the carers must also be 
acknowledged and understood. All too often, 
their needs are relegated when compared to 
those of the person living with a disease, 
which can lead to depression, anxiety and 
physical health problems. 

to raise awareness of this situation the EPDA 
is developing a document that it hopes will affect 
policy at the highest European levels. Hot on the 
heels of 2011’s successful The European Parkinson’s 
Disease Standards of Care Consensus Statement, a 
separate EPDA ‘Consensus statement for Carers’ 
will be developed by key European opinion 
leaders, patient organisations, PwPs, carers 
and expert academics. It will then be reviewed by 
every EPDA member. 

the first meeting is due to be held in late-2012, and 
the document will be launched in the European 
Parliament in late-2013. “the time has come to 
develop a concrete position on carers’ needs and to 
draw attention to these unsung heroes,” said EPDA 
President Knut-Johan onarheim.
 

tHE lIFE WItH PArKInson’s FInAlE

the EPDA launched the third and final part of its 
life with Parkinson’s awareness campaign at its 
20th anniversary conference in Amsterdam in 
september 2012. the campaign consists of a series 
of print and digital materials that aim to highlight 

the lack of understanding and knowledge about 
Parkinson’s that exists in Europe today. see page 
12 for more information about the campaign. 
 

tHE soCIAl mEDIA toolKIt

social media has completely revolutionised the 
way we communicate with each other. It can also 
enable an organisation’s reach to quickly multiply 
to many hundreds or thousands thanks to the 
nature of sharing information in an informal, 
immediate and interactive way at little or no cost. 

Although social media can be intimidating for 
some – especially those with limited time and 
resources – its benefits far outweigh the effort 
required to engage. to support its member 
organisations to maximise their 
communications, therefore, the EPDA has 
produced a comprehensive social media toolkit 
that includes useful tips and advice for all 
organisations, regardless of their size and 
experience with the medium. 

launched in september 2012, the toolkit will 
become an invaluable resource for all voluntary 
organisations seeking to generate more 
awareness about their work programmes.

naturally, the EPDA has stepped up its own social 
media activity in 2012, particularly on Facebook, 
twitter and Youtube. You can ‘like’ the EPDA at 
www.facebook.com/theEPDA, follow us at  
twitter.com/euParkinsons, or visit the EPDA’s 
Youtube channel (www.youtube.com/theEPDA). n
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PrIorItIEs 
 
one of the EPDA’s key strategic objectives is to 
provide a strong, unified Parkinson’s ‘voice’ 
within Europe that will help push the profile of 
the disease further up the European political 
agenda. Each and every one of the 1.2 million 
people living with Parkinson’s in Europe 
deserves opportunities for physical, social and 
mental wellbeing, and the EPDA is targeting 
members of the European Parliament (mEPs) and 
the European Commission (EC) to ensure a 
dialogue is established and, more importantly, 
acted on to make these opportunities a reality. 

to this end, the EPDA has actively sharpened its 
policy strategy to understand the European political 
environment to ensure neurodegenerative diseases 
are fully integrated into Eu health legislation.  

the EPDA is now in a position to influence 
legislation for the benefit of all people with 
Parkinson’s (PwPs) in Europe. to ensure it is 
visible at an Eu level and to comment on relevant 
Eu policies, the EPDA’s Brussels-based political 
affairs and policy team is responsible for 
identifying key activities taking place at a 
European level that may have an impact on 
European Parkinson’s organisations and, 
consequently, PwPs, their families and carers. 
this work will ensure that the EPDA:

❚  is kept up to date with all relevant activities 
taking place at a European level

❚  is able to be proactive and respond 
appropriately to all relevant activities, 
including consultation documents on 
healthcare legislation

❚  can contribute to forums that invite patient 
organisation participation

❚  can inform and mobilise its member 
organisations where appropriate

Political affairs  
and policy

❚  can strengthen existing partnerships and create 
new ones. Partnership is vital when trying to 
gain influence within the Eu, to open up 
dialogue with policymakers, and to better 
understand the tactics employed by other 
successful patient organisations. Accordingly, 
the EPDA continues to work closely with other 
chronic disease organisations, particularly the 
European Brain Council (EBC), the European 
Patients’ Forum (EPF) and Alzheimer’s Europe 
as well as several others

❚  can influence and increase funding for 
Parkinson’s research under the European union’s 
research funding programmes. For information 
on this and the other key Eu policy developments 
the EPDA is keeping a close eye on, see  
www.epda.eu.com/key-eu-policy-developments.

Eu legislation is often interpreted and 
implemented by individual member states, 
which can lead to serious consequences for 
national Parkinson’s organisations. As a result, 
the EPDA works hard to ensure that its member 
organisations are fully equipped to lobby their 
governments to adopt constructive approaches to 
legislation that result in tangible benefits for 
their members. the EPDA is also striving to 
ensure that the EC provides more resources to 
encourage the development of national 
Parkinson’s organisations throughout Europe.

suCCEssEs so FAr
 
since its creation in 2011, the EPDA’s political 
affairs and policy team has achieved some 
notable successes in a very short time. 

the team’s major activity has focused around 
organising two hugely successful events in the 
European Parliament (in november 2011 and 
April 2012) that saw policymakers interact with 
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political affairs and policy

PlAns For tHE FuturE
 
While these successes should be celebrated, the 
next 12 months and beyond are going to be even 
busier for the team. In particular it aims to:

❚  build on the mEP support network’s initial 
success and recruit more mEPs by hosting a 
networking event in the European Parliament 
in April 2013 to coincide with World 
Parkinson’s Disease day

❚  facilitate discussions and improve 
communication levels between EPDA member 
organisations and their respective national mEPs 

❚  regularly communicate with mEPs in order to 
raise the profile of the EPDA’s (and its 
members’) events and activities

❚  inform EPDA member organisations about 
relevant Eu legislative procedures 

❚  actively engage policymakers on behalf of the 
EPDA and its members by contributing to Eu 
consultations and legislative procedures 

❚  participate in relevant Eu-sponsored events 
and initiatives

❚  build partnerships within the neurodegenerative 
disease and wider European patient and 
healthcare community to strengthen and extend 
the EPDA’s influence in Europe 

❚  mark World Parkinson’s Disease Day in April 
2013 by disseminating the results of the 
EPDA-partnered rEPlACEs project (see page 18)

❚  support the Eu’s may 2013 month of the Brain 
awareness-raising initiative, which was 
announced by the EC in 2012

❚  work with the European Brain Council on its 
up-and-coming Age of the Brain campaign. n

www.epda.eu.com/political-affairs-and-policy

the EPDA and its members and partners on an 
unprecedented scale. Particular highlights from 
these events include:

❚  launching The European Parkinson’s Standards of Care 
Consensus Statement (see page 22) in the European 
Parliament. the document has since been read, 
supported and endorsed by a number of 
policymakers including European Commissioner 
for Health and Consumers John Dalli

❚  launching the Pledge for Parkinson’s (see page 
13) and the mEP support network in the 
European Parliament. By joining the mEP 
support network, nearly 50 mEPs from 16 
member states willingly committed themselves 
to raising awareness of Parkinson’s and 
ensuring the disease becomes a European 
union healthcare priority. For more 
information about the network and to see 
which policymakers have signed up, visit www.
epda.eu.com/mep-support-network

❚  inspiring mEP sirpa Pietikäinen to become the 
patron of the Finnish national Parkinson’s 
organisation and EPDA member suomen 
Parkinson-liitto ry after she met the 
association’s delegates at the April 2012 
European Parliament event 

❚  encouraging mEPs to increasingly help the EPDA 
in its lobbying activities on key legislative 
procedures. For example, lithuanian mEP 
radvile morkunaite-mikuleniene tabled an 
amendment to the European Public Health 
Programme – Health for Growth 2014-2020 
– asking for more research and attention on 
neurodegenerative diseases such as Parkinson’s. 
she also attended a conference organised by the 
lithuanian Parkinson’s Disease society in April 
2012 to celebrate World Parkinson’s Disease Day.

 “By understanding the 
Eu policy environment, 
the EPDA is in a position 
to influence legislation 
for the benefit of all 
people with Parkinson’s 
in Europe 

 ”
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moVE For CHAnGE 
 
What is the camPaign?
the move for Change campaign is a three-year, 
three-part pan-European online survey (translated 
into 24 European languages) that asks people with 
Parkinson’s (PwPs) whether their lives have 
improved since the launch of the Charter for 
People with Parkinson’s (see page 15) in 1997.

Why is it necessary?
Each year, the EPDA receives numerous reports 
from a number of countries that indicate many 
PwPs are still waiting a long time to see a 
Parkinson’s specialist; have limited access to 
support services; and do not have a Parkinson’s 
disease nurse specialist (PDns) service, among 
many other things. Furthermore, many of the 
therapy services – such as speech and language, 
physiotherapy and occupational – are very limited 
or non-existent. so what difference exactly has the 
Charter made since its creation to present day 
healthcare services throughout Europe? the EPDA 
began the move for Change campaign to seek 
answers to this question.

Each survey seeks frank responses from 
participants on one or two specific points from the 
Charter. the data received from the first two 
surveys has provided invaluable evidence that 
supports the fact that the management of PwPs 
must improve throughout Europe. 

What are the latest develoPments? 
the results from the first part of the campaign 
were published in the october 2011 issue of the 
European Journal of Neurology (authored by two 
distinguished neurologists, Bastiaan Bloem and 
Fabrizio stocchi) and have played a crucial role in 
the development of The European Parkinson’s Disease 
Standards of Care Consensus Statement (see page 22).

the results from the second survey are, at the 
time of going to press, still under review although 
it has been confirmed that a detailed report on the 
data will also appear in the European Journal of 
Neurology later in 2012. 

the third and final survey went live in April 2012 
and closes at the end of october. updates on the 
second and third surveys will appear on the 
EPDA website and in future editions of EPDA Plus. 

www.epda.eu.com/move-for-change

lIFE WItH PArKInson’s
 
What is the camPaign? 
the EPDA’s life with Parkinson’s is an awareness-
raising campaign that aims to highlight the lack of 
understanding and knowledge concerning 
Parkinson’s that exists throughout Europe today 
through the provision of educational materials. 

the first part of the campaign, which launched in 
2008, focuses on highlighting the importance of an 
early diagnosis as well as advanced disease 
management. the second part of the campaign, 
which launched in 2010, focuses on the disease’s 
non-motor symptoms and demonstrates the 
complexities of Parkinson’s. the third and final 
part of the campaign, launched in september 
2012, addresses the need for an accurate diagnosis 
and the importance of the right treatment for the 
right person at the right time.

While the three-part campaign has now officially 
finished, the materials for the awareness 
campaign – which consist of three booklets and 
two videos that feature case studies and treatment 
options as well as further evidence of the 
economic and social impact of the disease – will 
be continually available via the link on page 13.

Sign Date

The voice for Parkinson’s in Europe

Please sign our  
Pledge to helP us

Increase funding for research

Establish best practice in the 
management of Parkinson’s disease

Expand the influence of national 
Parkinson’s disease organisations

Prioritise neurodegenerative 
disorders with  

European policymakers

EPDA projects

LIFE WITH 
PARKINSON‘S

AccuRATE dIAgNOSIS, 
TREATmENT ANd cARE

A life with Parkinson‘s is a life
where every day is challenging
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in Europe today and this number is forecast to 
double by 2030. the annual European cost of the 
disease is estimated at €13.9 billion, and as our 
population continues to live longer, this cost will 
continue to rise dramatically – especially in the 
later stages of the disease where the impact is 
greatest on people with Parkinson’s, their 
families and carers, and society as a whole.

“We support the EPDA in its efforts to work with 
European policymakers towards:

❚  maintaining and increasing funding for 
Parkinson’s disease research under the Eu 
Horizon 2020 framework programme

❚  establishing best practice in the management of 
Parkinson’s disease across Europe

❚  expanding the influence of national patient 
organisations to help people with Parkinson’s 
disease become more involved in their own 
treatment

❚  ensuring that neurodegenerative diseases 
become an Eu healthcare policy priority.”

Who can sign it?
the EPDA hopes everyone – from members of the 
public to the highest-profile Eu policiymakers 

epda projects

hoW Widely available are the materials?
Part 1: By the end of 2012, this booklet will be 
available in 17 European languages (Bulgarian, 
Czech, Dutch, English, French, German, Greek, 
Hebrew, Hungarian, Italian, maltese, romanian, 
russian, slovene, spanish, swedish and turkish). 

Part 2: By the end of 2012, this booklet will be 
available in 15 European languages (Bulgarian, 
Czech, Danish, English, French, German, Greek, 
Hungarian, Italian, norwegian, romanian, 
slovene, spanish, swedish and turkish). 

Part 3: By the end of 2012, this booklet will be 
available in six European languages (Czech, 
English, French, Greek, Italian and spanish). It is 
planned that other translated versions will be 
completed in 2013. 

For full details of the campaign and to download 
the materials, visit the website. 

www.epda.eu.com/life-with-parkinsons

tHE PlEDGE For PArKInson’s
 
What is the Pledge for ParKinson’s? 
the Pledge for Parkinson’s is one of the EPDA’s 
more recent initiatives. launched in the 
European Parliament on 11 April 2012 – World 
Parkinson’s Disease Day – it was signed by nearly 
50 mEPs and has since been signed by hundreds 
of supporters. the online Pledge outlines how 
mEPs and other policymakers can work towards 
improving conditions for PwPs – but the EPDA 
urges everyone from across Europe and beyond to 
sign up to the four-point ‘call to action’.

What does it say?
specifically, the Pledge states: “there are more 
than 1.2 million people living with Parkinson’s  ››

 “the EPDA urges 
everyone from across 
Europe and beyond 
to sign the Pledge for 
Parkinson’s 

 ”

The cost of Parkinson’s
The economic consequences of Parkinson’s across Europe 
are considerable. The estimated annual total cost of the 
disease is €13.9 billion and this figure will increase as the 
number of people with Parkinson’s in Europe continues 
to grow. Numerous studies have shown that the annual 
cost of Parkinson’s per person increases as the disease 
becomes more severe, while non-motor symptoms are a 
major source of hospitalisation and institutionalisation – 
both key cost-drivers in Parkinson’s care. 

There are also indirect costs of the disease to consider 
too – due to reduced earnings of both the person with 
Parkinson’s and their family carer(s) combined with 
the hidden costs associated with their resulting loss of 
productivity. In contrast, studies have shown that early 
drug treatment together with therapeutic interventions 
can reduce the economic impact of Parkinson’s – and in 
some cases delay the progression of the disease, which 
maintains a person’s quality of life for a longer period of 
time. Other benefits that can stem from such proactive 
approaches include reduced hospital admissions, relapse 
rates and symptom severity.

Our partners and supporters
In order to continue its work, the EPDA relies on support 
from external organisations. To ensure transparency, 
the EPDA has adopted the European Medicines Agency 
(EMA) and the European Federation of Pharmaceutical 
Industries and Associations (EFPIA) code of practices on 
relationships with patient organisations.

Our funding partners are companies and organisations 
of high standing and reputation, and the EPDA Board 
is careful to ensure that any funds received do not 
influence the organisation’s vision, strategic direction 
or other projects. 

We are closely associated with Parkinson’s and other 
neurological-related organisations, and are partners in a 
number of European Commission Seventh Framework 
Programme (FP7) projects. 

For more information about who we are and what we 
do, visit our website: www.epda.eu.com.

Regus EU Parliament  
37 Square de Meeus, b-1000 
Brussels, Belgium
T +32 (0)2 791 7747
e info@epda.eu.com

1 Northumberland Avenue 
Trafalgar Square, London,   
wc2n 5bw, United Kingdom 
t +44 (0)207 872 5510  
e info@epda.eu.com

This is the current estimated 
annual total cost of Parkinson’s 
in Europe – and this figure is 
set to increase as the number 

of people living with the disease 
continues to grow due to 

the ageing population

€13.9 billion

The voice for 
    Parkinson’s in Europe
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– will sign this awareness-raising resource. 
there are also Pledge for Parkinson’s leaflets that 
can be downloaded and distributed. Visit the 
weblink below for more information.

www.epda.eu.com/pledge-for-parkinsons

stronG
 
What is strong?
stronG (support the regional organisations 
Groups – now) is a new EPDA initiative that aims 
to provide support to the member organisations 
that would benefit from its help the most. 

hoW does it WorK?
the EPDA has 45 members – each one being a 
European national Parkinson’s organisation. But 
despite these individual member organisations 
often investing huge amounts of personal time 
and effort into ensuring their own work 
programmes run as smoothly as possible, the 
cultural and economic factors at play in their 
respective countries may create severe obstacles 
to their success. some organisations do the best 
they can with the few bodies they have, others, 
meanwhile, may have sufficient staff and/or 
volunteers but lack the expertise to exploit 
them to their best effect. stronG, therefore, 
aims at encouraging EPDA members to be as 
autonomous as possible, while continuing to 
encourage them to actively look for the EPDA’s 
support and advice where necessary. 

once chosen, the EPDA will bring the organisations 
together with healthcare professionals and 
treatment industry representatives from the 
members’ respective countries to formulate a 
project that addresses the individual 
organisation’s key challenges and priorities in a 
way that is beneficial to all. this will then enable 
the members to engage more effectively with their 
policymakers in the long term.

When Will strong taKe Place?
the first two members to participate in stronG 
will begin in the spring and autumn of 2013 
respectively. the EPDA will monitor them closely 
for the life of the project and publish the results 
at its end, both in written form on the EPDA 
website and as a workshop at the following EPDA 
annual General Assembly. 

Each year, a further two organisations will 
take part so that eventually all EPDA members 
wanting to participate in the initiative will 
have had the opportunity to work with a panel 
of experts to make the best use of their 
resources and capabilities. 

the fundamental point of stronG is that the 
EPDA has benefited at a European level from 

its good relationships with healthcare 
professionals, policymakers and the treatment 
industry. It is the EPDA’s aim to filter those 
benefits down to a national level so there is a 
mutual working towards improving the life of 
PwPs and their families. 

updated information about stronG will appear 
on the EPDA website and other media platforms. 

www.epda.eu.com/strong

tHE rEGIonAl ProJECt
 
What is the regional Project?
the regional Project is another new EPDA 
initiative and its aim is to develop more regular 
links between the EPDA and its regional members 
that share language and cultural similarities.

After listening to its members, the EPDA has 
acknowledged that it typically sees and 
interacts with them face-to-face once a year at 
the annual General Assembly. As a result, the 
EPDA would like to work together more in order 
to learn from them and to share their 
experiences with others so that every member 
organisation that wants to develop can do so.

hoW does it WorK?
representatives from the EPDA and a number of 
its member organisations within a specific 
European geographic region will collaborate 
together for a two-day round-table meeting. After 
talking to each other extensively and 
understanding each of their respective strengths 
and weaknesses, it is intended that members will 
come away with actions instead of words. 

the EPDA wants to establish real projects that the 
members can work on together for a set period of 
time. the neighbouring member associations 
could, for example, plan and execute an ambitious 
regional unity Walk or form a neurological alliance 
where people could come together and raise the 
issues that affect the people in those countries. 

the ultimate plan is for the members to develop 
and execute their projects together and then 
report their experiences at the following EPDA 
annual General Assembly. the EPDA can then 
take the elements of the project that worked – as 
well as those that didn’t – and share them in the 
following regional Projects. 

When Will the regional Project taKe Place?
the first regional Project will be held in the nordic 
region in may 2013. the countries to benefit from 
this inaugural meeting will be Denmark, the 
Faroe Islands, Finland, Iceland, norway and 
sweden. subsequent regional meetings will then 
take place on an annual basis. 

 ››
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more information about the regional Project will 
be revealed via the EPDA’s website and other 
media platforms in the coming months.

www.epda.eu.com/regional-project

EPDA mEmBEr ExtrAnEt
 
many of the EPDA’s member organisations (mos) 
do not have the resources or support to maintain 
an effective online presence or website, and they 
will often struggle with technical issues and the 
limitations of their own website software. 
Because of this, the EPDA is inviting them to 
participate in the EPDA member extranet, which 
is currently under development.

By creating their own ‘member pages’, the mos 
will have a strong platform on which to publicise 
their work and successes, and create public 
awareness of their organisation to a larger 
European audience who, in turn, will benefit 
from access to information in their own 
language. Further benefits include:

❚  an increased audience base for mos’ news and 
events that can automatically feed into an 
existing website or social media platform such 
as Facebook and twitter 

❚  increased visibility of published content with 
minimal effort – once it is set up, the content 
only needs to be updated on the extranet but 
will be syndicated across many sites 

❚  the ability to create content in the mos’ own 
national language(s) 

❚  significant time and cost savings 
❚  it is completely free and easy to learn, thanks 

to a comprehensive help section that provides 
step-by-step guidance.  

the extranet, therefore, enables mos without 
a technical skillset to do what larger 
organisations are doing. together with the use 
and integration of social media, it is expected 
that mos will become much more visible both 
across the internet but also with potential 
sponsors, donors and the media through the 
power of networking. However, the development 
of the extranet relies on the involvement and 
enthusiasm from the mos, and the EPDA 
therefore encourages any interested member to 
get in touch by emailing info@epda.eu.com. 

www.epda.eu.com/member-extranet

PAst ProJECts 
 
the EPDA has completed a number of influential 
and innovative projects throughout its history 
and details of its major achievements can be 
found in a dedicated section on the website.

As the EPDA’s projects continue to be successfully 
completed, this section will grow into an 
important resource in its own right. It is important 
to remember that many of the initiatives in this 
section have provided the inspiration for many of 
the EPDA’s subsequent projects so it is important 
to spend time understanding them. the projects in 
this section include: 

❚  World Parkinson’s Disease Day: since its launch 
on 11 April 1997 this event has inspired countless 
awareness-raising activities from Parkinson’s 
organisations around the world. It is now the 
most important date in the Parkinson’s calendar. 

❚  The Charter for People with Parkinson’s: this 
1997 document is both vital and unique as there 
had never been such a high-profile or officially 
endorsed statement of intent that demanded 
minimum standards of care for PwPs.

❚  The Participation in Life survey: this 1997 
project was the largest survey at the time to be 
carried out by a Parkinson’s patient 
organisation. Its data proved incredibly 
significant as it provided clear evidence to 
support the wealth of anecdotal evidence that 
existed at the time.

❚  The Global Parkinson’s Disease survey: In 
1998, the EPDA carried out one of the largest 
surveys ever conducted on Parkinson’s. It 
provided a more in-depth and rigorous 
investigation into the factors affecting a PwP’s 
health-related quality of life.

❚  The Global Declaration on Parkinson’s 
Disease: this document expanded on the 
philosophy behind the 1997 Charter. launched 
in 2003, it called on world governments and all 
healthcare providers to take strong and decisive 
action in making Parkinson’s a public health 
priority area. 

www.epda.eu.com/past-projects

 “stronG encourages 
EPDA members to 
be as autonomous 
as possible, while 
continuing to encourage 
them to look for the 
EPDA’s support and 
advice where necessary

 ”
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tHE EuroPEAn GuIDElInE  
For PHYsIotHErAPY In  
PArKInson’s DIsEAsE
 
the concept for The European Guideline for 
Physiotherapy in Parkinson’s Disease came from Dutch 
healthcare group Parkinsonnet and the royal 
Dutch society for Physical therapy (KGnF) in 2010. 
since then, 19 members of the European region 
of the World Confederation for Physical therapy 
as well as the Association of Physiotherapists in 
Parkinson’s Disease Europe (APPDE) and the EPDA 
have developed the idea. the final guideline will 
be published at the end of 2012. the guideline is 
an evidence-based update of the only existing 
guideline for physiotherapy in Parkinson’s, which 
was published in 2004 by the KGnF. 

the new guideline aims to help physicians 
understand when to refer their patients to 
therapists and, in turn, how therapists should 
treat their patients. In other words, the guideline 
aims to meet the individual European countries’ 
Parkinson’s requirements (in relation to 
physiotherapy) and fulfil the latest 
internationally accepted standards.

nearly 3,500 European physiotherapists contributed 
to the guideline by identifying obstacles that 
obstruct them from delivering optimal care to their 
patients. In addition, many other physiotherapists 
who use the 2004 guideline gave advice on 
improvements that could be made. Finally, people 
with Parkinson’s (PwPs) were involved at all stages 
throughout the development process. 

the guideline also provides recommendations 
about supporting PwPs’ self-management, 
collaboration with other healthcare professionals 
and complementary exercise interventions such 
as dance and tai chi. Any questions about the 
guideline should be emailed to Dr samyra Keus 
(s.Keus@Parkinsonnet.nl).

Website: www.epda.eu.com/egppd
Start date: August 2010
Duration: 28 months
EPDA representation: lizzie Graham and 
mariella Graziano 

EuroPAr
 
the EuroPAr project has been created to 
research the non-motor symptoms (nms) of 
Parkinson’s and the related unmet needs of 

EPDA-partnered projects
people living with the disease. the project’s 
committee, which consists of healthcare 
professionals, PwPs and patient organisation 
representatives, aims to represent the interests 
of PwPs throughout Europe by establishing a 
research centre at King’s College Hospital in 
london, the uK. 

While pockets of expertise in nms already exist, 
EuroPAr is the first project of its kind to 
investigate all the non-movement aspects of 
Parkinson’s (including diagnosis, symptoms and 
treatment). the research centre will work closely 
with patient groups such as Parkinson’s uK and 
the EPDA, as well as the World Federation of 
neurology’s Parkinson’s division, the movement 
Disorder society and other leading Parkinson’s 
research centres in Denmark, Germany, Holland, 
Italy, the netherlands, norway, Portugal, 
romania, spain, sweden and the uK. 

Key projects have included the ambitious 
globally active longitudinal study, which 
addresses the holistic natural history of 
Parkinson’s. the second major study has been 
the Euro-Inf study, which aims to produce 
real-life comparative data of motor and non-
motor effects of therapies for advanced 
Parkinson’s – namely apomorphine and 
intrajejunal levodopa infusion and also deep 
brain stimulation. 

In addition, EuroPAr continues to focus on 
giving PwPs a louder voice in the world of 
Parkinson’s research. For example, it has led the 
formation of CrIsP (the Community for research 
Involvement and support by People with 
Parkinson’s). this patient-led committee reviews 
real-life research in Parkinson’s and enables the 
research to be developed where appropriate. 

Website: www.epda.eu.com/europar
Start date: July 2010
Duration: ongoing
EPDA representation: lizzie Graham and 
susanna lindvall

JPnD
 
the Eu Joint Programme – neurodegenerative 
Disease research (JPnD) is a major international 
initiative that seeks to address the challenges our 
society faces from neurodegenerative diseases 
through global research partnerships between 
numerous countries. 
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the JPnD initiative spans the biomedical, 
healthcare and social science agendas. It aims to 
increase co-ordinated investment in 
neurodegenerative disease research in order to 
find the causes of disease, develop cures, and 
identify appropriate ways to care for people 
living with neurodegenerative diseases. 

In February 2012, JPnD launched its ‘research 
strategy’ – the first holistic road map for 
neurodegenerative disease research in Europe. 
the strategy represents the basis for any future 
research programming of funding. Any country or 
group of countries – including the Eu – can use it 
to guide neurodegenerative disease research 
activity and investments over the coming decades. 

this strategy emerged following an extensive 
consultation with more than 140 of the best 
scientists and physicians in the field and a broad 
range of stakeholders (from patient groups to 
industry to decision makers) as well as a public 
online discussion forum. 

JPnD’s membership currently consists of 27 
participating countries (26 Eu member states and 
Eu-associated countries, and Canada). to date, 12 
jointly funded projects have begun through the 
Centres of Excellence network in 
neurodegeneration research (CoEn) initiative 
and the 2011 JPnD Joint transnational Call on the 
optimisation and harmonisation of biomarkers. 

over the next 10 years, JPnD will address the 
priorities identified in its research strategy 
through a range of long-term, programmatic 
initiatives. In order to implement and deliver its 
strategy, JPnD recognises the importance of 
engagement and partnership with industry, 
patient and carer organisations, research funding 
agencies and the European Commission. It is 
expected that the first of the implementation 
initiatives will emerge towards the end of 2012.

Website: www.epda.eu.com/jpnd
Start date: 2008
Duration: ongoing
EPDA representation: Amanda Worpole and 
Dr Kieran Breen from Parkinson’s uK, one of 
the EPDA’s member organisations 

nrt
 
the neurological regeneration trial (nrt) is an 
investigation into a novel and restorative therapy 

that aims to provide PwPs with substantial and 
long-term symptom relief and to counteract 
neurodegeneration in the brain.

the trial will focus on the clinical efficacy and 
potential of the genetic material rhPDGF-BB 
(recombinant human platelet-derived growth 
factor-BB), which works when it is introduced 
into a PwP’s brain and activates endogenous 
repair mechanisms within the brain cells, 
restoring the function of the dopaminergic 
system. In addition, further preclinical studies 
will establish in more detail the treatment’s 
mechanisms, while it is hoped that biomarkers 
will be identified through the use of brain 
imaging and/or brain-derived proteins. 

Discussions will also take place throughout the 
project’s duration to develop a clearer 
understanding of how treatment companies intend 
to take the therapy to market, and how it will 
satisfy Eu regulations on health economic grounds.

Website: www.epda.eu.com/nrt
Start date: January 2012
Duration: 36 months
EPDA representation: lizzie Graham, susanna 
lindvall and Chiu man 

PArKInson’s tHrouGH  
DIGItAl mEDIA
 
the EPDA is partnering with treatment company 
lundbeck in a project that aims to create value 
for PwPs through the use of digital media. the 
project will uncover the potential as well as the 
challenges of digital media, and will seek to 
generate and maximise the true value of the 
internet for PwPs and their families. more 
information about the project – which looks to 
expand into other European countries in the 
future – can be found via the website.

 “the EPDA is partnering 
with treatment 
company lundbeck 
in a project that seeks 
to maximise the true 
value of the internet for 
people with Parkinson’s 
and their families

 ”

 ››
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Website: www.epda.eu.com/ 
parkinsons-through-digital-media
Start date: June 2012 
Duration: ongoing 
EPDA representation: lizzie Graham and 
Chiu man

rEmPArK
 
the rEmPArK (Personal Health Device for the 
remote management of Parkinson’s Disease) 
project is funded under the Eu seventh Framework 
Programme and its goal is to develop a) a personal 
health device (PHD) with closed loop detection and 
b) response and treatment capabilities for the 
management of PwPs. It will do this by:

❚   developing a wearable monitoring system 
that is able to identify in real time the motor 
status of the PwP, and evaluate their ‘on’/‘off’/
dyskinesia status

❚  developing a gait guidance system that is 
able to help the PwP in real time during 
their daily activities.

In addition, the data analysis received from 
the wearable monitoring system will allow 
the PwP’s neurologist to access accurate and 
reliable information when making decisions 
about the best treatment options, thereby 
improving disease management.

Website: www.epda.eu.com/rempark
Start date: november 2011
Duration: 42 months
EPDA representation: lizzie Graham, 
mariella Graziano, susanna lindvall and Chiu man 

rEPlACEs

rEPlACEs (restorative Plasticity At Corticostriatal 
Excitatory synapses) is a European union 
consortium (within the seventh Framework 
Programme) that aims to increase the 
understanding of the cellular changes in the brain 
that underlie Parkinson’s. the EPDA will be actively 
involved in disseminating the project’s results to 
European patient organisations, healthcare 
professionals and other interested parties via its 
website and publications, various stakeholder 
meetings and announcements, and social media.

As rEPlACEs reaches its conclusion, the 
project’s partners are planning an event in the 
European Parliament for the spring of 2013. the 

event, which will be hosted by an mEP, will 
publicise the results of the research – and the 
EPDA will be inviting representatives from some 
of its member organisations to attend as guests. 
the details of the event will be communicated as 
soon as they are finalised.

Website: www.epda.eu.com/replaces
Start date: november 2008
Duration: 48 months
EPDA representation: lizzie Graham, susanna 
lindvall and mary G Baker mBE (EPDA patron) 

sCoPInG stuDY
 
the EPDA has been assisting treatment company 
GlaxosmithKline in conducting research that 
aims to understand the impact of Parkinson’s on 
the people living with disease and their carers as 
well as exploring related medication issues.

the project began with PwPs, their families and 
carers as well as treating doctors taking part in a 
confidential interview that were either 
conducted in the uK or spain. A total of 32 
interviews were conducted with 10 PwPs, three 
carers and three doctors interviewed in each 
country. the interviews were completed in April 
2012 and the content was then analysed. 

the results from the interviews have since been 
used to develop an online survey that will be 
completed throughout 2012 by PwPs across 
several European countries. the survey aims to 
explore in more detail the relative impact of the 
symptoms of Parkinson’s as well as the resulting 
issues that come with treating the disease. the 
survey will also investigate what value PwPs 
place on different aspects of their treatment. the 
research will be completed in 2012 with the 
results expected to be published in 2013. 

Website: www.epda.eu.com/scoping-study
Start date: october 2011
Duration: 18 months
EPDA representation: lizzie Graham and  
Chiu man n

There are more than 1.2 million people 
living with Parkinson’s disease in Europe.

Since 1992, the EPDA has worked with 45 national 
Parkinson’s organisations across Europe to campaign for 

the right treatment at the right time. Early, effective 
intervention reduces the long-term financial impact of 

Parkinson’s on society – and improves lives.

Join us: www.epda.eu.com

The voice for Parkinson’s in Europe

20
YEARS
IMPROVING LIVES 
FOR PEOPLE WITH 
PARKINSON’S AND 

THEIR FAMILIES
–

 “the EPDA has 
been assisting 
GlaxosmithKline try to 
understand the impact 
of Parkinson’s on 
people with the disease

 ”
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tHE EuroPEAn unItY WAlK 
 
the first ever European unity Walk is a new, 
unique and extremely exciting initiative by the 
EPDA. Inspired by the us-based version that is 
now in its 18th year, this new walk aims to raise 
awareness across Europe about Parkinson’s and 
its impact on people living with the disease, their 
families and our entire society.

At the time of going press, the inaugural 
walk was only days away. It is due to take place 
on Friday 28 september in the heart of 
Amsterdam in the netherlands where more than 
500 people with Parkinson’s, their friends and 
families, healthcare professionals, 
representatives from other patient organisations, 
the treatment industry and the media – and the 
general public – plan to walk 
together for the momentous, 
one-mile procession. the 
event promises to be a 
landmark event in the history 
of raising awareness about 
Parkinson’s in Europe.

Why is the ePda hosting 
such an event? 
there are more than 
1.2 million people living 
with Parkinson’s in Europe 
today, and this figure is set 
to double by 2030. the 
economic impact of the 
disease in the region is enormous too with 
an estimated annual cost of €13.9 billion. 
these statistics are only going to increase as 
the population ages. 

By bringing together various sections of our 
society, the event aims to raise the awareness of 
Parkinson’s across Europe and highlight its 
effects, which have an impact across nearly every 
cultural, social and economic boundary. the EPDA 
believes that raising awareness of Parkinson’s is 
the best way to encourage positive change for 
people living with the disease and their families. 

In short, everyone who takes part in this 
exciting event will be helping the EPDA send a 
powerful message to the public, press and 
policymakers: that people living with this 
progressive, chronic and complex 
neurodegenerative disease should be treated 
effectively and equally throughout Europe.

EPDA events
What haPPens on the day?
While the EPDA’s key message is extremely 
serious, the day itself will be rewarding, 
memorable and fun for all involved. on-the-day 
highlights include:
❚  a colourful procession against the historic 

backdrop of Amsterdam, with hundreds of 
‘unity Walkers’ wearing branded European 
unity Walk t-shirts and carrying special banners 

❚  special activities before, during and after the 
event, including guest speakers, celebrity 
appearances, yoga warm-up exercises, 
Parkinson’s information booths, a marching 
band, dancing and more

❚  a complimentary gift bag for all participants 
containing special mementos of the day. 

hoW has the WalK  
been received?
the support for the European 
unity Walk has been 
incredible. the EPDA has 
recieved glowing 
endorsements from the entire 
Parkinson’s community – 
including michael J Fox, 
healthcare professionals, 
European policymakers and 
the treatment industry to 
name but a few. the event will 
also see participants travel 
from more than 25 countries 
around the world to take part.

What are the Plans for the future?
the 2012 European unity Walk is the first of its 
kind but the EPDA intends it to be the first of 
many – and believes its success will inspire other 
European Parkinson’s organisations to launch 
their own similar initiatives in the years to come. 

the 2012 inaugural event is being co-organised 
by the Dutch national Parkinson’s organisation, 
Parkinson Vereniging, and the EPDA hopes that a 
great many of its other EPDA members will adopt 
this walk in the future so that on the same day 
each year thousands of people come together to 
take part in various regional events, working 
together to raise awareness of Parkinson’s.

Where can i find more information?
the event’s dedicated website is vibrant, easy to use 
and is packed with all the necessary information 

“the European 
unity Walk will be 
a landmark event 
in the history of 
raising awareness 
about Parkinson’s

 ”
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about why the event is needed, what happens on 
the day, how to join in the fun, and much more. 

Following the 2012 event, the website will 
have photo galleries showcasing the excitement 
of the day as well as a news section where 
visitors can join the community and share their 
thoughts and experiences. 

If you would like to join the European unity 
Walk community or enquire about how your 
country could launch its own unity Walk, please 
visit the website or email the EPDA at 
europeanunitywalk@epda.eu.com.

www.europeanunitywalk.com

tHE 20tH AnnIVErsArY ConFErEnCE 
AnD AnnuAl GEnErAl AssEmBlY 
 
the EPDA’s annual General Assembly (GA) 
weekend is the official meeting of the EPDA’s 
member organisations and is a high point in their 
respective calendars. In the last few years, 
workshops have become an integral part of the 
EPDA’s GA activities. they provide the ideal 
opportunity for all parties to work together, help 
each other and, just as importantly, to understand 
the many differences that exist in different 
countries throughout Europe. 

Why is the 2012 event so sPecial? 
As 2012 is the EPDA’s 20th anniversary year (see 
pages 7-9), a special one-day conference is being 
held during the GA weekend to mark its 
achievements since its creation in 1992. 

the weekend was set to begin (this annual 
report was printed before the events described in 
this section took place) with the first ever 
European unity Walk in Amsterdam on Friday 28 
september (see page 20). this would then be 
followed by the special anniversary conference 
on the saturday and its GA on the sunday. 

together, these events aim to actively involve 
the EPDA’s member organisations in the 
development of its projects and activities; enable 
the sharing of knowledge and expertise; and to 
showcase their own many successes.

EPDA President Knut-Johan onarheim said 
prior to the anniversary weekend that, “As a 
Parkinson’s awareness-raising initiative and a 
networking opportunity, weekends don’t get 
much bigger than this. For anyone interested in 
Parkinson’s, this is the event of the year.”

the anniversary conference is being partnered 
with the Dutch Parkinson’s organisation to 
commemorate the first EPDA general assembly 
(held in the netherlands in 1993). meanwhile, the 
agenda revolves around the EPDA’s The European 
Parkinson’s Disease Standards of Care Consensus 
Statement (see page 22) in order to encourage 
national Parkinson’s organisations to lobby 
policymakers to improve standards of care for 
people with Parkinson’s in their countries.

Comprehensive details about the 2012 
anniversary weekend – including agendas, 
documents and registration information – 
are available via the link below. Previous GA 
details are also available. 

www.epda.eu.com/conference-and-ga

EVEnts In tHE EuroPEAn 
PArlIAmEnt 
 
one of the EPDA’s chief, ongoing objectives in 
recent years has been to push the profile of 
Parkinson’s further up the European political 
agenda. (see pages 10-11 for more information on 
the EPDA’s political and policy priorities.)

the first ever debate on Parkinson’s in the 
European Parliament (see below) kicked things 
off in 2011 and it is now the plan to have a 
Parkinson’s-inspired event in the Eu on at least 
an annual basis from now on. What follows is a 
brief summary of the exciting developments in 
2011 and 2012. 

2011: the first euroPean Parliament debate
november 2011 saw the EPDA’s new political 
affairs and policy direction enjoy the first taste of 
success when the first ever debate on Parkinson’s 
was held in the European Parliament. Hailed as 
“excellent” by its attendees – which included 
mEPs and EC officials – the event generated 
unprecedented political awareness about the 
disease that is still gaining momentum.

Besides aiming to raise the profile of 
Parkinson’s with policymakers, the event also 
saw the EPDA launch The European Parkinson’s 
Disease Standards of Care Consensus Statement, which 
has since been read, supported and endorsed by a 
number of European policymakers including 
European Commissioner for Health and 
Consumer Policy John Dali. 

You can read more about this event by 
downloading issue 18 of EPDA Plus  
(www.epda.eu.com/epda-plus-18).

2012: tWo neW initiatives on World day
Following the success of the first European 
Parliament event, the EPDA returned to Brussels for 
a second time on 11 April 2012 – World Parkinson’s 
Disease Day. there, the Pledge for Parkinson’s (see 
page 13) and the Parkinson’s Disease mEP support 
network (see page 11), which was supported by 
nearly 50 mEPs, were launched. 

You can read more about this event by 
downloading issue 19 of EPDA Plus  
(www.epda.eu.com/epda-plus-19).

2013: building momentum
For details of the EPDA’s future Eu plans, 
see page 11. 

www.epda.eu.com/eu-parliament-events
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EPDA WEBsItE

A major aspect of the EPDA’s 
2012 brand refresh was to 
totally re-examine how the 
EPDA’s multiple websites 
worked for their users. 
Having grown into four 
unique sites since the 

launch of the main site in 2004, the EPDA Board 
decided in 2011 that it was time for a major 
overhaul – in terms of the websites’ design, 
navigation and content. the new website caters 
for all of the EPDA’s visitors: whether you’re a 
member organisation, a person with Parkinson’s 
(PwP), a European policymaker, a healthcare 
professional or a representative from the 
treatment industry or the media then you’ll be 
able to find the information that is relevant to 
you – all at the click of a mouse. 
www.epda.eu.com

tHE EuroPEAn PArKInson’s 
DIsEAsE stAnDArDs oF CArE 
ConsEnsus stAtEmEnt

 

THE EUROPEAN  
PARKINSON’S DISEASE 
STANDARDS OF 
CARE CONSENSUS 
STATEMENT

the EPDA developed The European 
Parkinson’s Disease Standards of Care 
Consensus Statement to define in plain 
language what the optimal 
management of Parkinson’s should be. 
Prior to this document there was no 
such consensus and no overall 

definition of what good-quality care should consist 
of. the Consensus Statement provides practical help 
to improve standards of Parkinson’s care across 
Europe, and since its launch in the European 
Parliament in november 2011 it has been 
translated into a number of European languages 
and has been read, supported and endorsed by a 
number of European policymakers. 
www.epda.eu.com/parkinsons- 
consensus-statement

EPDA Plus

EPDA Plus has evolved since its 
launch in 2006 to become the 
EPDA’s flagship publication. Aimed 
at keeping its member organisations, 
healthcare professionals, 
policymakers and anyone with an 
interest in Parkinson’s up to date on 

the key political, economic, social, technological 
and health developments in the world of 
Parkinson’s, EPDA Plus is an exciting, innovative, 
reliable and thought-provoking magazine that 

EPDA resources
contains impartial news, features and expert 
opinion. Published three times a year, the 
magazine has expanded dramatically since 2010: 
it is now not only available in English, French, 
German, Italian and spanish (via the EPDA 
website), but it has also increased to 32 pages due 
to its growing popularity. 
www.epda.eu.com/epda-plus

EPDA uPDAtE 

the EPDA update is a two-monthly 
email newsletter that compliments 
EPDA Plus by providing bite-sized 
news items to the EPDA’s major 
stakeholders during the months the 
magazine is not published. By 
making the e-newsletter colourful 

and striking, the EPDA is able to increase its 
communication links with its many members, 
friends and partners. launched in the summer of 
2010, it has made an extremely positive 
impression, generating positive feedback from the 
EPDA’s members, other patient organisations 
and companies, and individuals alike. 
www.epda.eu.com/epda-update

EPDA 20tH AnnIVErsArY suPPlEmEnt

Discover how the EPDA burst into life 
in 2012 as it celebrated its 20th 
anniversary year in this 12-page 
special supplement. the features 
deliberately showcased the EPDA’s 
past, present and future in a way that 
enabled the document to always 

remain topical for those interested in learning 
more about the European umbrella organisation. 
Articles include a history of the EPDA; a spotlight 
on three of the EPDA’s most significant 
developments in its history; and the ongoing 
successes of the political affairs and policy team.  
www.epda.eu.com/media-centre

EPDA ExtrA

www.epda.eu.com | ePDAextra | 1

ePDA

Autumn 2009 • www.ePDA.eu.com

ImProvIng the DIAlogue between scIence AnD socIety

extra
SPECIAL REP
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T • SPECIAL R
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•

on the 
move
The EPDA launches its 
“Move for change” campaign 

EPDA Extra is an additional 
supplement to EPDA Plus and is 
published when the EPDA wants to 
focus on a current project or 
campaign. For example, in 2009 the 
first EPDA Extra showcased the 
launch of its landmark move for 

Change campaign. the supplements are ad-hoc in 
nature and are only produced when the EPDA 
considers it necessary. 
www.epda.eu.com/epda-extra
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lIFE WItH PArKInson’s 
AWArEnEss CAmPAIGn

life with Parkinson’s is an awareness-
raising campaign that aims to 
highlight the lack of understanding 
and knowledge concerning 
Parkinson’s that exists throughout 
Europe today through the provision 
of educational materials, including 

booklets and DVDs. the materials, which have 
been shortisted for a number of high-profile 
European health awards, are available in a 
number of European languages. For much more 
information about this important campaign, 
please see page 12 and visit the website.
www.epda.eu.com/life-with-parkinsons

toolKIts

these toolkits are a special resource 
for EPDA member organisations that 
offer practical information and 
guidance on a range of topics to help 
patient organisations raise the profile 
of Parkinson’s in their respective 
countries. Written in easy-to-

understand language and split into simple 
sections, the resources will be translated into a 
number of European languages in the near future. 
Five toolkits will be available in English to 
download by the end of 2012 – on social media, 
advocacy, fundraising, working with the media, 
and working with the treatment industry.  
www.epda.eu.com/toolkits 

mY lIFE, mY PD

this patient booklet, 
available in four 
languages – English, 
German, spanish 
and swedish – is a 
handy reference guide 
that provides PwPs 

with practical advice on managing many of 
the day-to-day aspects of the disease. Packed 
with useful action tips, it includes questions 
that can be used when talking with the doctor 
and can result in positive changes to everyday 
life. topics include getting the most out of life; 
improving speech and communication; 
healthcare support; and how to get the best 
out of Parkinson’s medication to improve 
quality of life. the booklet is available to 
download via the link below.
www.epda.eu.com/my-life-my-pd

PArKInson’s PAssPort

the Parkinson’s Passport enables 
PwPs to complete an information 
sheet about their disease medication 
and treatment and then carry it 
when they are out and about or 
travelling abroad. It is available in 
English, Greek, slovene and spanish. 

to help many more people around Europe 
obtain assistance and to make travelling easier, 
the EPDA needs the help of its members to 
translate this resource into many more 
languages. If you can help the EPDA with this, 
please contact info@epda.eu.com.
www.epda.eu.com/parkinsons-passport

PD DoC

PD Doc is a useful 
document for PwPs. 
It contains personal 
and emergency 
contact details, 
stating “I have 

Parkinson’s disease. Please allow me time. In case 
of an emergency contact...”. the document can be 
completed online and printed. It is easy to 
personalise and is currently available in 25 
European languages.
www.epda.eu.com/pd-doc

mEDICAl AnD surGICAl 
InFormAtIon FACtsHEEts

thanks to its close partnership 
with the treatment industry, 
the EPDA is able to provide 
accurate information with 
regards to the different types of 

medication and surgical products available for 
the management of Parkinson’s. updated 
annually, each section provides a general 
overview of how these treatments work and in 
what countries they are available.
www.epda.eu.com/medinfo

CoPInG strAtEGIEs

Coping strategies – tips and tricks 
is a collection of short film clips 
that showcase tips and tricks 
created by PwPs and their carers to 
help manage their difficult 

moments when medication is not so effective 
and Parkinson’s symptoms occur. the clips are 
available in seven languages – Chinese, Dutch,  ››
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English, French, German, Italian and spanish – 
and are accompanied by short written 
explanations to help explain the strategies. the 
clips were presented by PwPs during various 
EPDA physiotherapy workshops that were held 
across the world between 2004 and 2007. 
www.epda.eu.com/coping-strategies

tHE rED tulIP

the EPDA chose the red tulip as the 
symbol for its logo in 1996 and the 
World Health organisation’s 
Working Group on Parkinson’s 
Disease subsequently agreed that 
the EPDA logo should be considered 
to be the worldwide symbol of 

Parkinson’s. By wearing the EPDA’s 
specially made red tulip pin, 
therefore, people will be raising 
awareness of Parkinson’s and 
showing their support for 
people living with the disease 
and their families around the globe. 

EPDA member organisations receive up to 100 
tulip pins on an annual basis free of charge but 
anyone can buy them. For more information 
or to place an order, email info@epda.eu.com 
or visit the website below. 
www.epda.eu.com/the-red-tulip

VIDEos

the EPDA has 
commissioned the 
production of a 
number of videos in 
recent years to help 

raise the profile of Parkinson’s – as well as itself 
– with its key stakeholders and the general 
public. the latest film (pictured), entitled The 
EPDA – 20 years improving the lives of people with 
Parkinson’s (see page 8), charts the EPDA’s 
increasingly productive journey since its 
creation in 1992. the other videos, meanwhile, 
reveal the impact living with Parkinson’s has on 
the individuals and their families.  
www.epda.eu.com/videos

PuBlICAtIons AnD WEB DAtABAsE

this section of the 
website allows visitors 
to search for thousands 
of websites, published 
articles and publications 
that relate to 
Parkinson’s, the brain 

and movement disorders in a simple and quick 
way. It is also possible to search on different 
aspects of the disease such as living with 
Parkinson’s or treatment and care. 
www.epda.eu.com/publications/
publications-and-web-database

PArKInson’s InFormAtIon

the ‘Parkinson’s’ 
section of the EPDA 
website provides 
comprehensive up-to-
date information about 
the disease that has 
been researched and 

reviewed by European disease experts. to enable 
visitors to focus on specific aspects of the 
condition, information has been divided into the 
following easily navigated sections: 
❚   Parkinson’s Essentials: a series of helpful 

questions PwPs should ask their neurologist 
and multidisciplinary team when dealing with 
living with the disease

❚   Parkinson’s In-depth: a ‘library’ of detailed 
information written in easy-to-understand 
terms for PwPs, their family and carers and 
healthcare professionals. topics range from 
symptoms to surgical treatments, clinical trials 
to complementary therapies, and 
communication to creative therapies

❚   End of Life: provides answers to the many 
complex issues that PwPs may face when 
approaching their final years

❚   Medinfo: provides accurate information on 
the different types of medication and 
surgical products available for the 
management of Parkinson’s. the section 
also provides a general overview of how 
each treatment works and which country it 
is available in. the EPDA works closely with 
the treatment industry to ensure the 
information is updated at least annually 

❚   EPDA-partnered resources: the resources in 
this section have been developed by the EPDA 
and its partners. they provide accurate 
information that has been carefully reviewed 
by European Parkinson’s experts. 

❚   Life with Parkinson’s: this comprehensive 
section is the home of the EPDA’s awareness-
raising campaign. Visitors can download 
materials in multiple European languages, 
watch videos and much more. 

www.epda.eu.com/parkinsons

rEsEArCH PAPErs

Visitors to this section 
of the EPDA’s website 
will keep up to date 
with current research 
into Parkinson’s and 
other related aspects 
of neurology, 

including diagnostic techniques, medications, 
neuroprotection, stem cell therapy and quality 
of life studies. the EPDA also regularly adds 
online abstracts of published research papers 
from a wide range of well-known and highly 
respected publications. 
www.epda.eu.com/research-papers

 ››
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epda members & partners

ePda 
members
AUstRIA  
Parkinson selbsthilfe 
Österreich

bELGIUM  
Association Parkinson 
francophone

Vlaamse Parkinson 
liga vzw

bULGARIA  
Fondazia 
Parkinsonism

CRoAtIA  
HuBPP Croatian 
Parkinson’s Disease 
and movement 
Disorders Association

CYPRUs  
Cyprus Parkinson’s 
Disease Association

CZECH REPUbLIC  
Czech Parkinson’s 
Disease society

DENMARK  
Parkinsonforeningen

EstoNIA   
Estonian Parkinson’s 
Association

FAERoE IsLANDs   
Parkinsonfelagið

FINLAND   
suomen Parkinson-
liitto ry

FRANCE   
Association France 
Parkinson

Fédération Française 
des Groupements de 
Parkinsoniens

GEoRGIA   
Georgian 
International 
Charitable union of 
Parkinson’s Disease 
Patients

GERMANY   
Parkinson-Hilfe 
Deutschland e.V.

EPDA members & partners
ePda medical 
advisory board
AUstRIA  
Dr Dieter Volc

bELGIUM  
Dr Chris Van der 
linden

CRoAtIA  
Prof maja relja

CZECH REPUbLIC  
mu Dr Petr Dušek

DENMARK  
lene Werdelin

EstoNIA 
Ass Prof Pille taba

FRANCE  
Prof Pierre Pollak; 
Christiane nazon

FINLAND 
Dr Kirsti martikainen

GREECE  
Dr Panayiotis Zikos

HUNGARY  
Dr Annamária takáts

IRELAND 
Prof tim lynch

IsRAEL  
Prof nir Giladi

ItALY  
Prof Alberto Albanese; 
Prof tommaso 
Caraceni

LItHUANIA  
Dr mindaugas socas

LUXEMboURG  
Dr Alexandre Bisdorff

MALtA  
Dr norbert r Vella

NEtHERLANDs  
Prof E C Wolters

NoRWAY  
Dr Arnulf Hestnes

PoLAND  
Prof urszula Fiszer; 
Dr Anna Krygowska

PoRtUGAL  
Helena Coelho PhD

GREECE   
EPIKouros - Kinisis 
(movement) Branch

Hellenic Association 
of Parkinson Disease 
Patients (HAPDP)

HUNGARY   
Delta magyar 
Parkinson Egyesület

ICELAND   
Parkinsonsamtökin á 
Íslandi

IRELAND   
Parkinson’s 
Association of 
Ireland

IsRAEL   
Israel Parkinson 
Association

ItALY   
Azione Parkinson 
(lazio)

Parkinson Italia 
“Confederazione 
Associazioni 
Italiane Parkinson E 
Parkinsonism”

LItHUANIA   
lithuanian 
Parkinson’s Disease 
society

LUXEMboURG   
Parkinson 
luxembourg (Pl) 
a.s.b.l

MALtA   
malta Parkinson’s 
Disease Association

NEtHERLANDs   
Parkinson Vereniging

NoRWAY   
norges 
Parkinsonforbund

PoLAND   
Fundacja “Żyć z 
chorobą Parkinsona”

Kraków Parkinson’s 
Disease Association

stow. Choroby 
Parkinsona

stowarzyszenie osób 
niepelnosprawnych 
AKson

PoRtUGAL   
Associação 
Portuguesa de 
Doentes de Parkinson

RoMANIA   
Asociatia 
Antiparkinson

RUssIA   
the regional non-
profit organisation 
for the advancement 
of Parkinsonian 
Patients

sERbIA   
serbian Association 
Against Parkinson’s 
Disease

sLovENIA   
Društvo trEPEtlIKA

sPAIN   
Federación Española 
de Párkinson

sWEDEN   
ParkinsonFörbundet

neurologiskt 
Handikappades 
riksförbund

sWItZERLAND   
Parkinson schweiz

tURKEY   
Parkinson Hastalığı 
Derneği

UKRAINE   
ukrainian Parkinson 
Disease society

UK   
Parkinson’s uK

RoMANIA  
Dr Gnaciuc Viorica

sLovENIA  
Prof Zvezdan 
Pirtošek

sWEDEN  
Prof Per odin

sWItZERLAND 
Prof matthias 
sturzenegger

tURKEY  
Prof Bulent Elibo

UKRAINE  
Dr nina V Karasevych

UK  
Prof leslie Findley

ePda funding 
Partners
Abbott

GE Healthcare

GlaxosmithKline

lundbeck

medtronic

medtronic 
Foundation

merck serono

orion Pharma

teva

uCB

ePda 
suPPorters
Burson-marsteller

languageFlow

Phase II

speak media

Weber shandwick

ePda associated 
organisations
Association of 
Physiotherapists in 
Parkinson’s Disease 
Europe (APPDE)

EPPosI

European Alliance 
for Access to safe 
medicines (EAAsm)

European Brain 
Council (EBC)

European Federation 
of neurological 
societies (EFns)

European Federation 
of Pharmaceutical 
Industries and 
Associations (EFPIA)

European medicines 
Agency (EmA)

European 
neurological society 
(Ens)

European Patients’ 
Forum (EPF)

Cure Parkinson’s 
trust (CPt)

movement Disorder 
society (mDs)

move4Parkinson’s

national tremor 
Foundation (ntF)
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Financial report
 

consolidated income and exPenditure account
(for the year ended 31 December 2011)

 2011     2010 
 ePda Pdi total total ePda Pdi total total
 £ £ £ € £ £ £ €
income 
Members’ fees   20,906   -   20,906   24,085   19,538   -   19,538  22,747 

Core income   289,361   3,842   293,203   337,791   218,706   12,321   231,027  268,977 

Project funding   269,706    269,706   310,721   247,392    247,392   288,030 

General Assembly   24,562   -   24,562   28,297   25,528   -   25,528  29,721 

Sales of tulip pins, DVDs etc  993   -   993   1,144   1,269   -   1,269  1,477 

total  605,528  3,842   609,370   702,038   512,433   12,321   524,754  610,952 
 

other income 
Deposit account interest   2,727   -   2,727   3,142   2,819   -   2,819   3,282 

total   608,255   3,842   612,097   705,180   515,252   12,321   527,573   614,234 
 

exPenditure 
Website  51,854   -   51,854   59,740   28,952   -   28,952  33,708 

Publications  73,935   9,384   83,319   95,990   58,270   8,087   66,357  77,257 

Project expenditure  208,980   -   208,980   240,760   211,008   -   211,008  245,670 

Administration Board meetings  46,301   -   46,301  53,342  51,298   -   51,298  59,725 

General Assembly  49,878   -   49,878   57,463   36,747   -   36,747   42,783 

Exhibition costs  10,688   -   10,688   12,313   12,426   -   12,426   14,467 

External affairs  61,663   -   61,663   71,040   17,530   -   17,530   20,410 

Consensus Statement  28,685   -   28,685   33,047   7,530   -   7,530   8,767 

PDG working group  17,359   -   17,359   19,999   3,522   -   3,522   4,101 

General expenditure  20,584   -   20,584   23,714   15,039   -   15,039   17,509 

EPDA film  12,007   -   12,007   13,833   -   -   -   -

Rebranding  12,588   -   12,588   14,502   -   -   -   - 

Grant applications  702   -   702   809   -  -   -   - 

Administration costs  45,412   4,076   49,488   57,014  72,817   4,115   76,932   89,569 

Loss on foreign exchange  13,015   -   13,015   14,994   5,395  -   5,395   6,281 

Bank charges and interest  1,140   73   1,213   1,397   72   88   160   186 

Taxation  -   -   -   -   -   -   -   - 

total  654,791   13,533   668,324   769,957   520,606   12,290   532,896   620,433 
 

 

net surPlus/(deficit)   (46,536)  (9,691)  (56,227)  (64,777)  (5,354)  31   (5,323)  (6,199)
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financial report

We have audited the financial statements of the 
European Parkinson’s Disease Association (EPDA) for the 
year ended 31 December 2011. The financial reporting 
framework that has been applied in their preparation is 
applicable law and the Financial Reporting Standard for 
Smaller Entities (effective April 2008) (United Kingdom 
Generally Accepted Accounting Practice applicable to 
Smaller Entities). 

This report is made solely to the association’s 
Administration Board, as a body, in accordance with 
the association’s constitution. Our audit work has been 
undertaken so that we might state to the association’s 
Administration Board those matters we are required 
to state to them in an auditors’ report and for no 
other purpose. To the fullest extent permitted by law, 
we do not accept or assume responsibility to anyone 
other than the association and the association’s 
Administration Board as a body, for our audit work, for 
this report, or for the opinions we have formed. 

scope of the audit of the financial statements
An audit involves obtaining evidence about the 
amounts and disclosures in the financial statements 
sufficient to give reasonable assurance that 
the financial statements are free from material 
misstatement, whether caused by fraud or error. This 
includes an assessment of: whether the accounting 
policies are appropriate to the association’s 
circumstances and have been consistently applied 
and adequately disclosed; the reasonableness 
of significant accounting estimates made by the 
Administration Board; and the overall presentation 
of the financial statements. In addition, we read all 
the financial and non-financial information in the 
Report of the Administration Board to identify material 
inconsistencies with the audited financial statements. 
If we become aware of any apparent material 
misstatements or inconsistencies we consider the 
implications for our report.
 

opinion on financial statements
In our opinion, the financial statements:
❚  give a true and fair view of the state of the 

association’s affairs as at 31 December 2011 and of 
its incoming resources and application of resources for 
the year then ended

❚  have been properly prepared in accordance with 
United Kingdom Generally Accepted Accounting 
Practice

❚  have been prepared in accordance with the 
requirements of the association’s constitution.

m j read & co  
1 Cobden Road 
Sevenoaks 
Kent, UK 
TN13 3UB

9 June 2012

consolidated balance sheet      
(for the year ended 31 December 2011)           
 
  2011   2010 
 ePda Pdi total total ePda Pdi total total
 £ £ £ € £ £ £ €
fixed assets      
Tangible assets  -   -   -   -   1   -   1   1 

      

current assets      
Debtors  69,150    69,150   82,528   44,690   4,933   49,623   57,917

Cash at bank  316,559   3,547   320,106   382,034   404,812   12,704   417,516   487,297 

total  385,709   3,547   389,256   464,562   449,502   17,637   467,139   545,214 
      

creditors: amounts falling due  Within one year
Creditors and accruals   5,039   3,547   8,586   10,247   22,297   7,946   30,243   35,298 

      

net assets  380,670   -   380,670   454,315   427,206   9,691   436,897   509,917 
      

      

reserves      
Balance brought forward  427,206   9,691   436,897   509,917   432,560   9,660   442,220   496,319 

Surplus/(deficit) for year  (46,536)  (9,691)  (56,227)  (64,777)  (5,354)  31   (5,323)  (6,199)

Exchange adjustment     9,175      19,797 

balance carried forWard  380,670   -   380,670   454,315   427,206   9,691   436,897   509,917 

 rePort of the indePendent auditors
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section head

1 northumberland Avenue  trafalgar square  london  WC2n 5BW  united Kingdom
tel: +44 (0)207 872 5510   |   Fax: +44 (0)207 872 5611   |   Email: info@epda.eu.com 

regus Eu Parliament  37 square de meeus  B-1000 Brussels  Belgium
tel: +32 (0)2 791 7747   |   Fax: +32 (0)2 791 7900   |   Email: info@epda.eu.com
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