
PRICELESS PARTNERSHIPS 
ANNuAL REPoRT 2009

cover.indd   1 17/8/10   18:38:33



European Parkinson’s Disease Association 
4 Golding Road 
Sevenoaks 
Kent TN13 3NJ, UK

For further information contact: 
info@epda.eu.com

2 Contact information

EPDA Annual Report and Accounts 2009

“The interest, support and involvement of the membership 
– and the treatment industry – in developing helpful 
initiatives continues to grow” 
Board’s welcome, page 4
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EPDA Board’s Welcome

2009: an unprecedented level of partnership

This year has been another very busy and exciting 
year for the EPDA, and we hope that the initiatives we 
have worked on during this time will continue to fulfil 
our vision (see right). 

We sincerely thank all our members, the virtual 
administrative team, additional freelancers and 
many external supporters for the enthusiasm, 
commitment and support they have provided 
throughout the year.

Partners and sponsors

Partnership with the treatment industry continues to 
grow and develop and we value their active 
participation in the EPDA working programme. Due 
to the economic climate, which is affecting 
everyone, funding is more difficult to raise and we 
have seen a reduction in partnership funds for this 
current year. Despite that, the interest, support and 
involvement of the industry in developing initiatives 
that will help people with Parkinson’s and their 
families continues to grow.

Partnership between the organisations

Each year we see a closer working relationship 
developing with our members. Six projects – Life with 
Parkinson’s awareness campaign, Learning in 
Partnership, Parkinson’s Voices, Move for Change, 
the OT Survey and Medtronic Patient Information 
leaflets – would not have been possible without the 
active involvement of the membership. We look 
forward to an even closer involvement in 2010.

Farewell

Regrettably we said goodbye to a most valuable Board 
member, Branko Šmid, who retired as an elected 
member at this year’s General Assembly. He has 
provided six years of enthusiasm, wise words and great 
humour and will be sorely missed. We owe him a great 
debt of gratitude. The Board looks forward to 
continuing to work with Branko on various projects in 
the years to come and he will be with us at future 
conferences and General Assemblies.

We also said farewell to Mahendra Gonsalkorale, who 
resigned from the Board in July due to personal 

reasons. Mahendra served nearly two years in office 
and his input has been much appreciated and 
valued, and his continued support will be too. 

Strategy and business planning

The Board agreed in June that with the continual 
growth of the EPDA and its work programme, it was 
necessary to look at the vision and strategy of the 
EPDA for the next three to five years. As such, the 
Board agreed in July the EPDA vision:

“Enabling a full life with Parkinson’s while supporting 
the search for a cure.”

The EPDA’s four key issues were also agreed: how 
to work better with the member associations; how 
to effect the changes we want to make; how to 
ensure continuity of finance; and how to ensure we 
have the right people in place to enable the EPDA 
to achieve its vision. 

The remainder of the meeting focused on our internal 
organisation. A second meeting focused on our 
strategies and updating the business plan. More 
information on these meetings and their results were 
presented at the General Assembly.

Membership

In August we welcomed our 42nd member, the Malta 
Parkinson’s Disease Association, and their 
membership was ratified at the General Assembly. We 
are delighted that our membership continues to grow 
and look forward to working closely with our new 
colleagues in the years to come to raise awareness and 
enhance the profile of Parkinson’s.

EPDA websites

This year has seen the EPDA website make the 
transition to a Content Managed System (CMS). In 
recent years the EPDA has become increasingly aware 
of the need to translate our validated materials so that 
as many people around the world can access and use 
these effectively. To this end, the Board agreed to 
change the IT infrastructure and system to make it 
easier to manage and be updated by many individuals 
instead of relying on one person.

4
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5EPDA Board’s Welcome

Work began in April on the redesign of the awareness 
campaign site, and in July the Rewrite Tomorrow and 
Parkinson’s Decision Aid sites were redesigned. 
These sites are enormous and apart from the 
technical and design aspects, more than 130,000 
words were migrated, formatted, edited and checked. 
In October, work began on the redesign of the EPDA 
main website and it is anticipated that this final site 
will go live in January 2010. 

Sincere thanks go to the virtual team and a number 
of expert freelancers. Without you the timelines would 
not have been met. Thank you. 

General Assembly 2009

The EPDA’s annual general assembly, held in 
Budapest at the beginning of October, was 
hailed as the best for many years, with the 
programme packed full of exciting initiatives due 
to be carried out in 2010. 

Plans included Move for Change as well as updates 
on the tools the EPDA is developing to help the 

member organisations lobby their national 
governments. At the same time, news that the EPDA 
will focus on the European parliament in a top-
down, bottom-up approach was revealed. It is 
hoped that such an agenda will place Parkinson’s 
firmly on the European agenda. 

The meeting concluded with the bi-annual elections. 
Knut-Johan Onarheim, from Norway, was elected as 
President for a two-year term. He will replace 
Stephen Pickard, past-president for three years. 
Stephen, who decided not to stand again, will 
remain as Legal Adviser. Ann Keilthy (Ireland) and 
Ami Arieli (Israel), both people with Parkinson’s, 
were elected on to the Board, while Vice-President 
Susanna Lindvall (Sweden) and Treasurer Mariella 
Graziano (Luxembourg) were both re-elected for 
another term. For information about the EPDA 
Board, see www.epda.eu.com/about-us/
organisation/administration-board.

Promotion and marketing

The EPDA’s reputation continues to grow and we 
have various vehicles that aid our visibility, 
including our four websites, our EPDA Plus 
magazine and additional resources. 

Having a ‘face’ at international congresses is 
becoming increasingly important. This year the 
EPDA exhibited at the Movement Disorder Society 
(MDS) congress in Paris, the European 
Federation of Neurological Societies (EFNS) 
congress in Florence as well as the World 
Federation of Neurology (WFN) congress in 
Miami. Using a barter system (good exhibition 
space in return for advertising in EPDA Plus) 
means the EPDA is becoming far more physically, 
as well as virtually, visible.

The EPDA has also produced its first 
supplement publication, EPDA Extra – a vehicle 
designed to enhance the profile of Parkinson’s, 
raise awareness of the disease and our 
organisation, and to assist with effecting change. 
With each issue focusing on a particular topic or 
issue, the first edition, distributed in October, 
covered the Move for Change initiative and has 
proved highly innovative and effective in helping 
drive our key messages.

“Ease the lives of people
with Parkinson’s disease 

and their famlies and carers

by promoting a constructive

dialogue between science
and society, and by

encouraging and supporting

the development of 
national PD organisations”

The EPDA’s mission is to:
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EPDA Ongoing Projects

PDNS Core Competencies 

The fundamental responsibility of the Parkinson’s 
disease nurse specialist (PDNS) will always remain 
the same: to provide specialist information and 
support, and to be a gateway to high-quality, holistic 
health and social care. Over the past decade, the 
EPDA has not only consistently campaigned for the 
expansion of the PDNS role, but also on the 
importance of producing core minimum standards 
that will remove all doubt as to their responsibilities.

As a result, the PDNS Core Competencies were 
launched at the 24th Quadrennial International 
Council of Nurses (ICN) Congress in Durban, South 
Africa, in June 2009. 

Foundations for this plan, however, were laid in 2006 
when the EPDA successfully allied itself with 
international agencies such as the International 
Council of Nurses (ICN) and the World Health 
Organisation (WHO) Parkinson’s Disease Working 
Group. Their combined aim was to undertake an 
international audit of the current state of PDNS 
practice; to facilitate the uniform development of the 
PDNS practice internationally; and to establish an 
international framework for guiding the development 
of comparable standards and core competencies in 
specialty-focused nursing practices.

The audit

Its aim was to capture current levels of PDNS activity 
on a global level, and to use that information to help 
the ICN develop its core competencies framework. 

More than 190 specialist nurses across 19 
countries responded with the consensus view that 
there was indeed the need to standardise the 
PDNS role; one that was flexible and based on 
local need, and to develop minimum core 
competencies and qualifications for specialist 
nurses within the field of Parkinson’s.

Some key findings

•  The existing PDNS workforce has extensive nursing 
skills and experience, with 48% of the respondents 
having practiced nursing for more than 20 years, 
indicating that the PDNS role attracts and retains 
highly experienced nurses.

•  More than 30% of the respondents hold 
postgraduate qualifications at Nurse Practitioner, 
Masters or PhD level. In addition, many provided 
evidence that they are engaging in continuing 
education activities related to their specialist field.

The ICN had previously attempted to clarify the 
specialist nurse’s role under a framework that worked 
with three headings: professional, ethical and legal 
practice; care provision and management; and 
professional, personal and quality development. The 
new ICN framework, a result from the audit, sets out 
the knowledge and skills required to be proficient as a 
specialist nurse. It also separates the practice of the 
nurse specialist from that of the general registered 
nurse, and provides a competency framework, which 
can be used to underpin and identify the skills and 
knowledge required to practice as a PDNS. 

PDNS Core Competencies website:  
www.epda.eu.com/epda-publications/report

ICN framework website:  
www.epda.eu.com/EasySiteWeb/ 
GatewayLink.aspx?alId=7465

6 EPDA Ongoing Projects
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EPDA Ongoing Projects (cont)

EPDA Ongoing Projects 7

Learning in Partnership (LiP)

Learning in Partnership (LiP) is an initiative to 
encourage member associations to work together to 
enable the provision of improved services for the 
benefit of people with Parkinson’s and their families. 

Following the successful workshop at the EPDA 
conference in 2008, this project has gone from 
strength to strength. In February 2009, dedicated 
web pages set out the initiative’s aims and 
objectives, steering committee, and the activities 
from 2007 and 2008. In the spring, a questionnaire 
was circulated to the 41 member organisations 
seeking their help in identifying a key topic for the 
2009 workshop, one that would encourage the 
exchange of expertise and information, and the 
sharing of best practice for the benefits of all 
participants. The Board received 20 responses. 

The 2009 workshops – focusing on fundraising, 
developing public relations skills to spread the 
Parkinson’s word throughout Europe, and the 
expansion of national organisations – were held 
alongside the EPDA’s annual General Assembly in 
Hungary in October and were tailored according to the 
information received. They were led by representatives 
of the Spanish, Swedish, Swiss and UK Parkinson’s 
associations, and centred on working together, sharing 
experiences and promoting a positive outlook.

The LiP workshops were attended by 
38 representatives from the EPDA 
member organisations. 

Peter Franken (Parkinson Schweiz) and Paul 
Jackson-Clark (UK PDS) tackled the fundraising 
issue, while EPDA Vice-President Susanna Lindvall 
used the Swedish PDS as a case study for expansion 
and increasing membership. María Gálvez Sierra 
and José Luis Molero from Spain, meanwhile, 
shared their organisation’s external communication 
plan and highlighted how, through regular activities 
and enthusiasm, they have built excellent 
relationships with the Spanish media.

Learning in Partnership website:  
www.epda.eu.com/LiP

The EPDA, working with three occupational 
therapists (OTs) – Jelka Jansa (Slovenia), Åsa 
Lundgren-Nilsson (Sweden) and Ana Aragon (UK) 
– has been conducting a survey into occupational 
therapy practice for people with Parkinson’s living in 
Norway, Slovenia, Sweden and the UK. Thanks to 
the support and interest of the Norwegian, Slovenian 
and Swedish Parkinson’s organisations, the 
questionnaire was translated in to each of their 
languages. The survey was carried out between the 
months of January and April 2009.

The data was analysed by C K Man and S M 
Cheung, and in October the three OTs met in London 
to complete a final report that is due for publication 
in various journals in 2010.

Occupational therapy survey
Languages  Number  % of total 

 of forms

 completed

English 48 20.9

Norwegian 6 2.6

Slovenian 95 41.3

Swedish 81 35.2

Total  230 100.0

Gender Number Percentage (%)

Male  122 53.0

Female 107 46.5

Not stated 1 0.4

Total  230 100

EPDA Annual Report and Accounts 2009
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8 EPDA Ongoing Projects

Parkinson’s Decision Aid (PDA)

Parkinson’s Decision Aid (PDA) was launched on 
5 October 2009 at EPDA General Assembly, 
Budapest, Hungary.

 “Choosing the best course through Parkinson’s 
in terms of both mental and physical health can 
be confusing,” said Tom Isaacs, EPDA Young 
Onset representative. “The doctor’s advice will 
be an important tool in making those decisions, 
but it is not an easy task for them either. Firstly 
the symptoms of Parkinson’s are different in 
everyone; secondly, they can vary within each 
person from day to day, hour to hour, even 
minute to minute; and thirdly, people’s 
expectations of their own quality of life differ 
widely – things that are important to one person 
may not be so important to another.”

The PDA, therefore, is an educational tool to 
encourage communication and concordance 
throughout the entire medical chain and has 
been developed with the assistance of the 
EPDA membership, healthcare professionals 
and the treatment industry. It will continue to 
evolve, continuing step by step through the 
journey of Parkinson’s using the Global 
Declaration as the pathway.

The toolkit includes:

•  A short introductory leaflet that can be 
disseminated via doctors, healthcare 
professionals and pharmacists.

•  A web-based toolkit, utilising the Rewrite Tomorrow 
website that has been in development for four 
years and will provide questions and answers on 
all stages of Parkinson’s from diagnosis to early-, 
middle- (three to 10 years) and late-stage, 
including end-of-life issues. 

Because translation of the toolkit is very costly, all 
requests will need to be considered carefully by the 
EPDA Board. Their decision will be based on how well 
the national Parkinson’s organisation will use this 
toolkit for the benefit of their members and people 
impacted by Parkinson’s in their country.

The toolkit highlights the need for holistic 
management; it encourages good communication 
between the person with Parkinson’s, their family 
members and the healthcare professionals involved, 
with the one aim of enabling a full life with Parkinson’s. 

Parkinson’s Desision Aid website:  
www.parkinsonsdecisionaid.eu.com

EPDA Ongoing Projects (cont)

EPDA
EUROPEAN PARKINSON’S DISEASE ASSOCIATION

tel / fax: +44 (0) 1732 457 683 
email: info@epda.eu.com

Spreading the word

www.rewriteTomorrow.eu.comwww.parkinsonsAwareness.eu.com www.parkinsonsDecisionAid.eu.com

www.epda.eu.com

parkinson’s awareness campaign promoting international understanding and awarenessthe red tulip

encouraging interaction between scientific and patient communities epnn journalparkinson’s decision aid

european participation in life survey european surveys ot surveypdns core competencies real life real pd

guide to living with parkinson’snews and updates medical and surgical information rewrite tomorrow

promoting informed choicesquality of life issuesepda plus supporting national parkinson’s organisations pddoc

providing access to best practicessupporting research initiatives parkinson’s passportcoping strategies

epda charter world pd dayglobal declaration on parkinson’s disease multidisciplinary conferences

professional informationpatient information promoting a constructive dialogue between science and society
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New EPDA Projects

Perceptions of Parkinson’s Survey

In 2008, there were approximately 3.2 million 
people with Parkinson’s across the US, Japan, 
France, Germany, Italy, Spain and the UK – and this 
number is set to rise as the population ages.

As an initiative to explore the level of awareness 
around Parkinson’s, Teva and H Lundbeck A/S, in 
partnership with the EPDA, conducted a survey of 
more than 5,000 members of the general public 
across Europe to assess general knowledge of the 
disease and its symptoms. The results highlight a need 
to raise awareness of the social and economic impact 
of Parkinson’s in Europe (see Life with Parkinson’s 
feature on page 16). The survey, carried out in April 
2009, involved 5,010 online surveys with respondents 
from France, Germany, Italy, Spain and the UK.

Key findings

•  Although four in 10 people know someone with 
Parkinson’s, two-thirds of the population do not know 
how widespread the disease is.

•  Only 44% of the population can identify 
Parkinson’s as a neurological condition that 
affects a person’s movement.

•  Shaking was the only symptom of Parkinson’s that 
was widely recognised and 77% didn’t recognise 
inability to move as a symptom.

•  Depression – a prominent feature of Parkinson’s 
– occurs in 40-50% of people with Parkinson’s. 
According to the survey results, however, 62% of 
people associate depression with Parkinson’s yet 
only 6% of people see this as a main concern.

•  More than 90% of the general public do not think 
they would feel isolated with Parkinson’s, despite the 
proven physical and psychological effects it has on 
relationships, independence and confidence.

•  Men think that Parkinson’s is 10 times less common 
than it actually is, while women are more concerned 
about their future with respect to the disease. 

10 New EPDA Projects

http://epda.eu.com/m4c-survey

There is less cost to society when Parkinson’s is treated early and properly.
However, throughout Europe there exists in�exible pricing and reimbursement schemes, 

doctor appointment time limitations, and concerns over the availability 
and access to medication.

Working in partnership with EPDA’s 43 European member organisations, the Move for 
Change campaign strives to achieve a better quality of life for people with Parkinson’s, 

their families and carers,  throughout Europe.

Move for Change
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Patients’ Voices

At the 2008 General Assembly, the delegates were 
informed about a new initiative that the EPDA hoped 
to work on in 2009 – carers’ workshops. 

This initiative met with a huge amount of support 
from the member organisations and resulted in two 
workshops being held this March in Brussels (one 
was for people with Parkinson’s and the other was 
for carers and family members). The people with 
Parkinson’s workshop focused on: life with 
Parkinson’s; public perceptions of the disease; 
educational needs of people with Parkinson’s; 
support needs; healthcare professional relations; 
and other key insights. 

The family members’ workshop focused on: 

understanding the physical and emotional impact of 
Parkinson’s on the lives of family members; 
identifying the wider public perceptions about 
Parkinson’s; gauging the family members’ 
information needs and how this changes over time; 
establishing the usefulness of peer-to-peer initiatives 
for family members; and to ascertain the most 
useful support tools for family members.

As a result of the workshops’ feedback, 
discussions are taking place with treatment 
company UCB Pharma SA, which is working with 
the EPDA on this initiative. It is hoped that together 
we will be able to develop vital educational 
materials to ‘dispel the myths’. Further information 
will be forthcoming in 2010.

http://epda.eu.com/m4c-survey

There is less cost to society when Parkinson’s is treated early and properly.
However, throughout Europe there exists in�exible pricing and reimbursement schemes, 

doctor appointment time limitations, and concerns over the availability 
and access to medication.

Working in partnership with EPDA’s 43 European member organisations, the Move for 
Change campaign strives to achieve a better quality of life for people with Parkinson’s, 

their families and carers,  throughout Europe.

Move for Change
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Coping Strategies DVD

The EPDA’s first CD-ROM – which includes footage of people demonstrating their Parkinson’s tips 
and tricks from countries including Argentina, Ireland, Italy, Japan, Luxembourg, Slovenia and South 
Africa – was launched in Spain last year, following three years of collecting video clips at EPDA 
conferences and workshops. 

The simplicity and rawness of the footage 
captures spontaneous moments and authentic 
demonstrations of the various coping strategies 
that people with Parkinson’s have developed.

These solutions make daily living easier when the 
effectiveness of medication decreases and when 
symptoms re-emerge before it is time to take the 
next dose or medication (wearing off).

This year saw the DVD become available in three 
new languages: Chinese, Dutch and French. 

Coping strategies website:  
www.epda.eu.com/copingstrategies

12 EPDA Resources

EPDA Resources

EPDA Plus and EPDA Extra

EPDA Plus is the EPDA’s flagship publication that targets 
international healthcare professionals and Parkinson’s organisations. 
The magazine has evolved over the last four years to become an 
impressive, innovative, reliable and thought-provoking magazine – 
the “go to” place for all potential Parkinson’s contributors. It is 
published three times a year (in the spring, summer and winter) 
and reports predominantly on issues of international interest, 
providing ‘added value’ to the reader. 

On the back of the impressive success of  
EPDA Plus, its smaller, sister publication was 
launched in October. EPDA Extra is a 
supplement that is 
produced when a 
particular EPDA 
campaign or agenda 
needs publicity and a 
more focused identity. 
The launch issue 
covered the 
association’s Move for 
Change campaign (see 
page 18 for more on 
this campaign). 

EPDA Annual Report and Accounts 2009
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EPDA Resources (cont)

My Life, My PD

This patient booklet is the final piece in the puzzle that began with the launching of an online survey at the 2007 
General Assembly. Focusing on the realities of living with Parkinson’s both day and night, the survey was 
completed by nearly 3,000 people across 30 
countries. Results were shared with each of the 
participating organisations so they could build 
these into their 2008 World PD Day celebrations. 

The booklet has been designed as a handy 
reference guide, providing practical advice on 
managing many of the day-to-day aspects of 
Parkinson’s. Packed with useful action tips, it 
includes questions that will be helpful when 
talking with the doctor. 

My Life, My PD website:  
www.epda.eu.com/myLifeMyPD

Life with Parkinson’s

The Life with Parkinson’s booklet (part of the awareness campaign, 
see pages 16-17) is thought-provoking and informative. It contains 
open and personal stories told by people from various countries who 
live with the disease, as well as reflections concerning the challenges 
that Parkinson’s poses in everyday life. Facts linked to the stories 
explain the different symptoms and how they affect people with 
Parkinson’s and their families. Available in 11 languages, it is also 
accompanied by a DVD that can be 
used universally. The awareness 
campaign was honoured by being 
shortlisted for a prestigious 
European excellence award. 

Life with Parkinson’s website:  
www.parkinsonsawareness.eu.com

Contents of Life with Parkinson’s  

Foreword Executive summary What is Parkinson’s disease?

Symptoms What causes Parkinson’s? How is Parkinson’s treated?

As Parkinson’s progresses Young with Parkinson’s Family

Future Where to find more information? Prevalence of Parkinson’s

Diagnosis and treatment  Indications and contraindications  Cases    
of Parkinson’s disease therapies for advanced Parkinson’s disease    

References Questions on Parkinson’s disease Acknowledgements

EPDA Annual Report and Accounts 2009

EPDA Annual Report 2009 TD.indd   13 17/8/10   18:35:44



14 EPDA Resources

Medical and surgical information factsheets

It is thanks to the EPDA’s close partnership with the treatment 
industry that we are able to provide annually updated, 
accurate and validated information on the different types of 
medication and surgical ‘products’ available for the 
management of Parkinson’s. 

In each section of each factsheet, the EPDA provides a general 
overview of how the medications work, followed by more specific 
information on each of the different marketed products for each 
medication type, and the countries they are available in.

Information website:  
www.epda.eu.com/medinfo

EPDA Resources (cont)

Parkinson’s Passport

The Parkinson’s Passport, prepared with the active involvement of the 
EPDA membership and European healthcare professionals, is now 
available in three languages: English, Greek and Spanish. The EPDA 
needs the help of its membership to translate the information into as 
many languages as possible. If you can help, please contact  
chiu@epda.eu.com.

The Passport has been designed so that people can complete 
information about their Parkinson’s disease medication and treatment 
and carry this with them when out and about or travelling abroad. 

Parkinson’s Passport website:  
www.epda.eu.com/PDpassport

PD Doc

PD Doc is a simple identity card that 
contains a person with Parkinson’s details 
and the following words: “I have 
Parkinson’s disease. Please allow me time. 
In case of an emergency, contact...” 

Available online in 25 languages, PD Doc is 
accessible to anyone who has access to the 
internet and a printer. If damaged or lost, 
just go online and print another. 

PD Doc website:  
www.epda.eu.com/PDdoc

EPDA Annual Report and Accounts 2009
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EPDA Acknowledgements

EPDA Patrons

The EPDA would like to sincerely thank the following people for their continued 
support and interest in our work programme throughout 2009:

Clockwise, from top left: 

Professor Arvid Carlsson, 

Nobel Laureate; Cardinal 

Christoph SchÖnborn, 

Archbishop of Vienna; 

Sir David Jones; John 

Bowis OBE; Rasheda 

Ali-Walsh; Mary G Baker 

MBE; John Walker

Treatment Industry

Without the support of the treatment industry, 
the EPDA would not be in a position to provide 
the resources and level of information that it 
currently does. 

They not only finance the organisation and its 
activities but they also take an active part in 
developing projects that help improve the lives of 
people with Parkinson’s and their families. 

We are grateful for their support, not only with 
core funding – that finances the EPDA’s day-to-
day administration – but also for their keen 
interest in working with the EPDA and our 
membership in developing important projects and 
surveys, and providing resources to do this. We 
thank them for their continued support 
throughout 2009 and look forward to working 
closely with them in 2010.
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16 EPDA Feature: Awareness campaign

EPDA Feature

Life with Parkinson’s awareness campaign

According to the World Health Organisation (WHO) 
2006 report, Neurological Disorders – Public Health 
Challenges, ‘The social and economic burden of 
Parkinson’s is high and increasing. Efforts need to 
be made to increase public and professional 
awareness; minimise stigma and discrimination; 
strengthen neurological care within healthcare 
systems; and define research priorities.’

The variation in availability and access to medication 
and services, inflexible pricing, reimbursement and 
lack of medication and other treatments so necessary 
in providing optimum management of a chronic, 
neurodegenerative disease, is of vital concern 
throughout Europe. Early and effective management 
of Parkinson’s would reduce the cost burden to 
society and enable people to remain within the 
workplace for longer. Equitable access of treatment 
would also enable those in the later stages of the 
disease to participate more fully within society as it 
would reduce indirect costs that arise from lost 
productivity, carer burden and institutional care.

The EPDA’s Life with Parkinson’s awareness 
campaign, launched in August 2008, was a 
bottom-up, top-down approach designed to equip 
the EPDA’s member organisations across Europe 
with the relevant resources to enable them to carry 
out their own national awareness campaigns and 
effect change – at the same time as supporting a 
European-wide campaign carried out by the EPDA.

The campaign demonstrates how important 
partnership is and what can be achieved when 
everyone joins together with one common aim to: 

•  raise awareness and the profile of Parkinson’s

•  reach out to people with Parkinson’s (PWPs) 
and their families

• provide accurate information

• educate healthcare professionals

• have access to multidisciplinary teams

• lobby for change

• promote research

• find a cure.

By involving key opinion leaders, patient 
organisations, PWPs and their families, and the 
treatment industry in the development, translation and 
dissemination of the campaign materials 
demonstrates a keenness and willingness to effect 
change and fulfil the campaign’s aims and objectives.

The member organisations have utilised the 
opportunity of the awareness campaign to educate 
and influence their own national governments and 
healthcare professionals on the importance of 
optimum treatment of Parkinson’s. However, many 
organisations, due to a lack of resources, funding and 
opportunity, would have been unable to carry out 
effective national campaigns without the support of the 
EPDA, its awareness campaign and its materials.

Campaign materials:

The 2008 campaign materials illustrate the impact of 
Parkinson’s in the late stages, where the impact on 
society is at its greatest. Personal stories from PWPs 
around the world describe the challenges they 
experience and the subsequent consequences for 
daily living. At the same time, key opinion leaders 
explained the latest medical research, different 
symptoms, the medical treatments currently 
available, side-effects, European incidence and 
prevalence data, and the cost burden of treatment 
and care. All of this knowledge was presented in the 
Life with Parkinson’s booklet (pictured opposite). 

By April 2009 – when the World PD celebrations 
began – the English-printed Life with Parkinson’s 
booklet had been translated into Greek, Norwegian, 
Romanian and Swedish. By June, the information had 

Chart 1

Country Number of articles

US  7

Germany 5

Spain  4

France 4

India  1

Norway 1

Italy  1

UK  1
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EPDA Feature: Awareness campaign 17

EPDA Feature (cont)

been updated to include the importance of early 
diagnosis and treatment. It was then translated into 
French, German, Italian, Spanish and Turkish, and 
was launched at the Movement Disorder Congress in 
Paris, France. Within two weeks, the news of the 
launch, distributed to the global media via PR 
newswire and social media release, resulted in 24 
articles around the world (see chart 1). 

In October, another language – Hungarian – was 
added to the growing list of translations. Then in 
November, the awareness campaign DVD was 
added to the EPDA YouTube channel, and by 
December the campaign had been shortlisted for a 
prestigious European award (right).

The plans for 2010 include working more directly 
with the patient organisations, and the campaign 
materials will be translated into Bulgarian, Czech, 
Maltese, Russian and Slovenian.

Life with Parkinson’s website:  
www.parkinsonsawareness.eu.com

“Even though we didn’t
win the award at the 

ceremony in Austria in
December, simply being 
shortlisted is fabulous” 

Susanna Lindvall
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18 EPDA Feature: Move for Change

There is less cost to society when Parkinson’s is 
treated early and properly, but despite this there still 
exists throughout Europe inflexible pricing and 
reimbursement schemes, doctor appointment time 
limitations, and concerns over the availability and 
access to medication.

The past 12 years has seen a mountain of activity 
aimed at improving healthcare services around the 
world to patients generally. One of the main focuses 
of the EPDA in 2009 has been to look at what 
change has taken place in the management of 
Parkinson’s throughout 
Europe since the launch 
of the Charter for people 
with Parkinson’s in April 
1997 in the UK.

What difference has the 
Charter made to 
present day healthcare 
services throughout 
Europe? Has the 
quality of life of people 
with Parkinson’s 
improved? Are people 
being referred to a 
doctor with a special interest in Parkinson’s? Do they 
receive an accurate diagnosis? Do they have access to 
support services? Do they receive continuous care? 
And, do they take part in managing their illness? If 
not, why not? These are just some of the important 
questions the EPDA is seeking answers to.

These questions have led to the Move for Change 
initiative. Together with the EPDA’s awareness campaign 
(see pages 16-17), the EPDA is confident that by 
working in partnership with its 42 European member 
organisations, change can be effected for the 
betterment of people with Parkinson’s, their families and 
friends, throughout Europe. 

In June, 12 countries – represented by delegates 
from their national Parkinson’s organisations as well 
as healthcare representatives – met in Amsterdam 
to debate whether the aims of the Charter for people 
with Parkinson’s have been addressed in their 
individual countries. 

This summit meeting was a deeply significant event. 
Questions needed to be asked and answers needed 
to be given. What specific activities could be 
implemented to ensure that change is finally realised 
so that people with Parkinson’s receive optimum 
treatment? The delegates meant business, and the 
only way to go was forward. 

Using three focus groups, each group was asked to 
develop ideas to drive Parkinson’s progress towards 
achieving the aims of the EPDA Charter at a national 
and European level, and to vote on who they should 

target: a) healthcare 
professionals and people 
with Parkinsons or b) 
governments and the 
general public. The results 
were: 14 votes for a) and 

three votes for b).

In order to achieve 
the group’s aim, 

the following 
two decisions 
were agreed at 
the summit:

•  To create a European-specific Parkinson’s disease 
“day of action”.

•  To update the existing Charter with statistics that 
accurately reflect the situation in Parkinson’s today.

As a result of this meeting and with the support of 
the membership at the annual General Assembly, 
there will be a European Parkinson’s Disease Action 
Day held on 11 April every year to form a huge part 
of the Move for Change campaign. 

The rest of the campaign will focus on three other 
distinct areas: the media (see box); lobbying 
European governments; and uniting its own member 
organisations. See the EPDA Extra special magazine 
supplement (pictured opposite, centre), which 
focuses entirely on the Move for Change campaign.

Move for Change website: 
www.epda.eu.com/projects/move-for-change

Move for Change campaign

Since its creation, what
difference has the

Charter made to present

day healthcare services
throughout Europe?

The EPDA is seeking answers
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EPDA Feature (cont)

The launch: targeting the media and the myths

The Move for Change launch in September saw media from all over Europe gather to hear about the challenges and 
misunderstandings that still surround Parkinson’s, and the EPDA highlighted the growing economic burden and human 
costs caused by failings in diagnosis and the management of the condition. The EPDA’s mission was to drive them with 
facts, not the more popular myths. The association outlined its new plans to extend its current awareness campaign to 
encourage medical professionals, politicians and the general public to take action, and improve the treatment and 
management of Parkinson’s across Europe.

At the summit

The media event

At the summitThe media event

At the summit

The media event
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Silver surfers and the potential of the internet

A new study has shown that older adults not used to the internet experience a surge of activity in key 
decision-making and reasoning centres of the brain. The researchers say the results suggest that 
internet training and searching online may qualify as a simple brain training activity to enhance 
cognitive function in older adults.

“We found that for older people with minimal experience, performing internet searches for even a 
relatively short period of time can change brain activity patterns and enhance function,” said 
researcher Gary Small, a professor of psychiatry at the Semel Institute for Neuroscience and 
Human Behavior at UCLA.

The team used functional magnetic resonance imaging (fMRI) to compare brain activity in different 
regions of the brain in 24 healthy adults, aged between 55 and 78. The study was presented at the 
Society for Neuroscience in Chicago last October. For those interested in looking at over-50s activities 
online in more depth, visit www.silversurfers.net. 

20 EPDA Feature: www.myPDinfo.com

EPDA Feature

A unique partnership between the EPDA and 
two treatment companies has culminated in the 
launch of www.myPDinfo.com, an exciting new 
online resource for people with Parkinson’s. 

Parkinson’s is the second most common 
degenerative disorder of the central nervous system 
and often impairs people’s motor skills and speech. 
In 2008, there were approximately  
3.2 million people with Parkinson’s across the US, 
Japan, France, Germany, Italy, Spain and the UK – 
and the number of people affected is set to rise as 
the population ages.

We are all well aware of these facts, yet it is easy to 
take such statistics for granted – especially those 
people who do not actually live with the disease. 

The condition needs a support base, and 
those living with the disease need to focus on 
maintaining a full and active life; this is a vital 
part of living with Parkinson’s. This is the 
context that helps explains www.myPDinfo.com 
– the new website that has been developed in 
partnership between the EPDA (the content 
was reviewed by its multi-disciplinary review 
panel), Teva Pharmaceutical Industries and H 
Lundbeck A/S.

“The easy-to-navigate website is designed as a 
one-stop online resource for anyone looking for 
detailed, up-to-date information about the condition 
– we hope it will be as useful to the older people with 
Parkinson’s as well as to the younger-onset 
Parkinsonians,” said Lundbeck’s international brand 
manager Andreas Anderhof. 

The website also targets people with Parkinson’s 
families and friends, all of whom will hopefully develop 
a better understanding of the condition and help raise 
awareness of the disease at an early stage. 

“But above all, it is focused on promoting the 
independence of people with Parkinson’s and 
helping them make the most of each day,” continued 
Anderhof. “There’s a section on daily living, handy 
hints and tips to help with communication, plus a 
number of other useful tools, such as downloadable 
medication guides and symptom diaries, along with 
links to other helpful online resources.”

While the internet marks its 40th anniversary next 
year, the occasion should be a lesson to us all that 
there is still huge progress to be made to bridge the 
gap in online usage in older age groups. A 2008 
survey among the “over 50s” in Europe, carried out 
by EIAA Mediascope Europe, revealed that as an 

www.myPDinfo.com
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EPDA Feature (cont)

The quote below is an excerpt from a video featuring Colleen Henderson-Heywood, a person with Parkinson’s, discussing 
her condition. The video, featured initially on the myPDinfo website, has also been posted on YouTube (pictured below). 
Visit www.youtube.com/theEPDA for this and other Parkinson’s-related videos

age group they spend the least amount of time per 
week using the internet – an average of 9.7 hours 
– compared to an average of 14.8 hours a week for 
the 16–24 age group. 

Nevertheless, these “silver surfers” are steadily 
changing with the times and have been increasing 
their internet usage since 2006. While most do use 
the internet as a health information resource, creating 
useful and reliable websites helps to serve as an 
incentive to get more people online.

“Clearly, the internet has an enormous potential to 
benefit the lives of those living with a condition that 
restricts their mobility, such as Parkinson’s,” said 
Anderhof. “The electronic format of the website 
allows text size to be changed in order to 

accommodate the older visitor, making it easy to read 
on the screen. Websites such as ours provide an 
effective way to disseminate useful information that 
could greatly improve quality of life and help those 
affected by Parkinson’s. To date, many people have 
visited the website, which shows the great need for 
instant and easily accessible information.”

The website, originally in English, has been 
translated into five other languages:  French, 
German, Italian, Spanish and Turkish. More 
languages are to follow. 

www.myPDinfo.com is produced by  
H Lundbeck A/S and Teva Pharmaceutical Industries. 
The advice and support of the  
EPDA is gratefully acknowledged. 

“Websites that contain information on all aspects of

life affected by PD are invaluable; they help people
remain active” Colleen Henderson-Heywood
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22 EPDA Contacts

EPDA elected officials

EPDA Contacts

President
Knut-Johan Onarheim,  
Norway
Knut-Johan, elected to the 
EPDA Board in 2005, is a senior 
partner of a Norwegian law firm. 
Knut-Johan, whose father had 
Parkinson’s, became president 
of the Norwegian Parkinson’s 
Disease Association in 2001.

Vice-President
Susanna Lindvall,  
Sweden
Elected as Vice-President in 
2005, Susanna has lived in 
Sweden since 1962. She is 
board member of the Swedish 
Parkinson’s Disease Association 
and president of the Swedish 
Parkinson Foundation.

Treasurer
Mariella Graziano, Luxembourg
Mariella is serving her fourth term as 
Board member. She is also president of 
the Association of Physiotherapists in 
Parkinson’s Disease Europe (APPDE).

Young Onset Representative
Ann Keilthy, Ireland
Ann, serving her first term of office, was 
diagnosed with Parkinson’s in 1996. She 
is a PAI Board member and is Secretary 
for (PALS) support group.

Member
Ami Ariel, Israel
Ami, serving his first term of office, was 
diagnosed with Parkinson’s in 2000. He 
joined the Israel Parkinson’s Association 
in 2004 and is a member of its Board.

EPDA co-opted members

Branko Šmid, Slovenia
Branko has served as EPDA Treasurer 
for three terms and was president of the 
Slovenian PD Society for 11 years until 
his retirement in 2007.

Stephen Pickard, Belgium
Stephen has been the EPDA’s Legal 
Adviser since 2001. He also served 
as the organisation’s President from 
2006 to 2009 before stepping down. 

Tom Isaacs, UK
Diagnosed with Parkinson’s at 27, Tom 
has raised thousands for Parkinson’s 
funds and awareness. He is co-founder 
of the UK Cure Parkinson’s Trust. 
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EPDA administrative team

EPDA Contacts (cont)

Lizzie, executive officer, has been involved with the EPDA since it 
was formed in 1992. In November 2001 she was appointed to 
manage the development of the organisation, its projects, 
conferences, promotion and to raise funding. 

Chiu has worked with the EPDA in a freelance capacity since 2004. 
In addition to web design and management, Chiu has a broad 
portfolio of skill sets and qualifications allowing him to work with the 
EPDA on creative design, video media and systems analysis.

Carolyn, following an earlier career as a pharmaceutical conference 
organiser, has worked with the EPDA in a freelance capacity since 
2006. Among her many projects, she has developed the much-
valued information resource, Rewrite Tomorrow.

Lara has worked with the EPDA in a freelance capacity since 
2007. Lara’s experience with logistics, customer relations 
and accounts within the travel industry has proved of great 
benefit to the EPDA.

Kate has worked with the EPDA in a freelance capacity since 2008. 
She is project managing Learning in Partnership and the political 
and policy aims of the organisation. Kate has worked within the 
treatment industry for a number of years.

Vicky has worked with the EPDA in a freelance capacity since 
2009. She co-ordinates the awareness campaign development 
across Europe and has several years’ experience of working in the 
UK voluntary sector.

Secretary-General
Lizzie Graham, UK

Web and IT Manager
Chiu Keung Man, UK

Information & Research (non-scientific)
Carolyn Loveless, UK

Accounts and Logistics
Lara Winchcombe, UK

External Affairs
Kate Browne, UK

Project Officer
Vicky Routledge, UK
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24 EPDA Accounts

(For the year ended 31 December 2009)

EPDA Consolidated Income and Expenditure Account

     2009             2008
   EPDA  PDI  TOTAL  EPDA  PDI  TOTAL 

   (£)  (£)  (£)  (£)  (£)  (£)

Income

Members’ fees  18,920  -  18,920  17,304  -  17,304 

Contributions and sponsorship  335,049  9,884  344,933  578,448  15,689  594,137 

Conference/General assembly  64,666  -  64,666  74,931  -  74,931 

EPNN donations  -  -  -  19,500  -  19,500 

Sales of Tulip pins, DVDs etc  4,103  -  4,103  7,775  -  7,775 

 TOTAL 422,738  9,884  432,622  697,958  15,689  713,647 

 

Other income

Gains on foreign exchange  -  -  -  14,740  -  14,740 

Deposit account interest  8,376  -  8,376  10,022  260  10,282 

 TOTAL 431,114  9,884  440,998  722,720  15,949  738,669 

 

Expenditure

Printing postage and stationery  711  -  711  1,464  -  1,464 

Meetings and officers’ expenses  47,434  -  47,434  27,807  -  27,807 

Magazine costs  1,788  19,241  21,029  2,737  19,543  22,280 

Fundraising and publicity  98,415  -  98,415  113,403  -  113,403 

Travel expenses  2,414  -  2,414  1,277  -  1,277 

Transfer to P D I Ltd  14,400  (14,400)  -  8,235  (8,235)  - 

Conference costs  68,852  -  68,852  75,428  -  75,428 

Website  61,744  -  61,744  -  -  - 

Project expenditure  186,597  -  186,597  248,151  -  248,151 

Companies House fees  -  16  16  -  15  15 

Accountancy  -  4,280  4,280  -  3,615  3,615 

Depreciation  -  -  -  -  340  340 

Loss on foreign exchange  13,703  -  13,703  -  -  - 

Bank charges and interest  770  104  874  639  89  728 

Taxation  -  -  -  -  54  54 

TOTAL 496,828  9,241  506,069  479,141  15,421  494,508 

 

NET SURPLUS/(DEFICIT)  (65,714)  643  (65,071)  243,579  528  244,161 
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(For the year ended 31 December 2009)

EPDA Consolidated Balance Sheet

     2009             2008
   EPDA  PDI  TOTAL  EPDA  PDI  TOTAL 

   (£)  (£)  (£)  (£)  (£)  (£)

Fixed assets 

Tangible assets  1  -  1  1  1  2 

 

Current assets

Stocks  -  -  -  -  -  - 

Debtors  11,451  20,181  31,632  18,866  265  19,131 

Cash at bank  431,478  5,576  437,054  482,542  25,989  508,531 

TOTAL 442,929  25,757  468,686  501,408  26,254  527,662 

 

Creditors: amounts falling due within one year 

Creditors and accruals  10,370  16,097  26,467  3,135  17,238  20,373 

 

Net assets  432,560  9,660  442,220  498,274  9,017  507,291 

 

Reserves 

Balance brought forward  498,274  9,017  507,291  254,695  8,489  263,184 

Surplus/(deficit) for year  (65,714)  643  (65,071)  243,579  528  244,107 

Balance carried forward  432,560  9,660  442,220  498,274  9,017  507,291

Basis of audit opinion

We conducted our audit in accordance with International Standards on Auditing (UK and Ireland) issued by the Auditing 
Practices Board. An audit includes examination, on a test basis, of evidence relevant to the amounts and disclosures in 
the financial statements. It also includes an assessment of the significant estimates and judgements made by the 
Administration Board in the preparation of the financial statements, and of whether the accounting policies are 
appropriate to the charity’s circumstances, consistently applied and adequately disclosed.

We planned and performed our audit so as to obtain all the information and explanations which we considered necessary 
in order to provide us with sufficient evidence to give reasonable assurance that the financial statements are free from 
material misstatement, whether caused by fraud or other irregularity or error. In forming our opinion we also evaluated 
the overall adequacy of the presentation of information in the financial statements.

Opinion

In our opinion:

• the financial statements give a true and fair view, in accordance with United Kingdom Generally Accepted Accounting 
Practice applicable to Smaller Entities, of the state of the charity’s affairs as at 31 December 2009 and of its incoming 
resources and application of resources, including its income and expenditure, for the year then ended; and 

• the financial statements have been prepared in accordance with the association’s constitution. 

M J Read & Co: 1 Cobden Road, Sevenoaks, Kent, UK TN13 3UB

Date: 8 May 2010
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26 EPDA Members

EPDA Members

• Parkinson Selbsthilfe Österreich-Dachverband

•  Association Parkinson’s

• Vlaamse Parkinson Liga vzw

• Fondazia Parkinsonism

•  HUBPP Croatian Parkinson’s Disease and 
Movement Disorders Association

• Cyprus Parkinson’s Disease Association

• Czech Parkinson’s Disease Society

• Parkinsonforening

• Estonian Parkinson’s Association

• Parkinsonfelagiõ

• Suomen Parkinson-liitto ry

•  Fédération Française des Groupements de 
Parkinsoniens

•  Georgian International Charitable Union of 
Parkinson’s Disease Patients

• Parkinson-Hilfe Deutschland e.V.

• EPIKOUROS - Kinisis (Movement) Branch

• Delta Magyar Parkinson Egyesület

• Parkinsonssamtökin á Íslandi

• Parkinson’s Association of Ireland

• Israel Parkinson Association

•  Parkinson Italia “Confederazione Associazioni 
Italiane Parkinson e Parkinsonism”

• Lithuanian Parkinson’s Disease Society

• Malta Parkinson’s Disease Association

• Parkinson Luxembourg (PL) a.s.b.l

• Parkinson Vereniging

• Norges Parkinsonforbund

•  ParkinsonPolskaFundacja “Zyc z Choroba 
Parkinsona”

• Kracow Parkinson’s Disease Association

• Stow. Choroby Parkinsona

•  Stowarzyszenie Osób Niepelnosprawnych AKSON

• Associação Portuguesa de Doentes de Parkinson

• Asociatia Antiparkinson

•  The Regional Non-Profit Organisation for the 
advancement of Parkinsonian Patients

• Serbian Association Against Parkinson’s Disease

• Društvo TREPETLIKA

• Federación Española de Párkinson

• ParkinsonFörbundet

• Neurologiskt Handikappades Riksförbund

• Parkinson Schweiz

• Parkinson Hastalıgi Dernegi 

• Ukrainian Parkinson Disease Society

• Parkinson’s Disease Society

˘ ˘

EPDA Annual Report and Accounts 2009

EPDA Annual Report 2009 TD.indd   26 17/8/10   18:36:56



EPDA Advisory Board & Associate Members 27

EPDA Medical Advisory Board

EPDA Associate Members

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

Atlantic Euro Mediterranean Academy of Medical Science

European Federation of Neurological Associations (EFNA)

European Federation of Neurological Societies (EFNS)

The Movement Disorder Society (MDS)

The National Tremor Foundation (NTF)

Dr Dieter Volc Dr Chris Van  
der Linden

Prof Wenzeslav 
Bossnev

Prof Zdravko 
Lackovic

Ass. Prof  
Jan Roth

Ass. Prof  
Pille Taba

Prof. Heikki 
Teräväinen

Dr Philippe 
Lapalus

Dr Norbert 
R Vella

Dr Sigurlaug 
Sveinbjörnsdóttir

Dr Georg  
Ebersbach

Prof Maesrten de 
Noordhout Alain

Prof Eldad 
Melamed

Prof Tim 
Lynch

Dr Stanescu 
Ioana

Dr András  
Fazekas

Prof Alberto 
Albanese

Dr Mindaugas 
Socas

Dr Alexandre 
Bisdorff

Prof Bastiaan  
Bloem

Dr Arnulf  
Hestnes

Dr Anna 
Krygowska-Wajs

Dr Panayiotis 
Zikos

Dr Joaquim  
Ferreira

Dr Zvezdan  
Pirtošek

Dr Gurutz  
Linazasoro

Prof Per Odin

Prof Dr Matthias  
Sturzenegger

Prof Dr Bülent  
Elibol

Prof Vladyslav  
V Bezrukov

Prof Leslie  
Findley
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European Parkinson’s Disease Association 
4 Golding Road 
Sevenoaks 
Kent 
TN13 3NJ 
United Kingdom

The EPDA is a charitable organisation registered in Bruxelles (Numéro de l’association: 87272000, 
No TVA ou no entreprise: 465299201) and governed by the Belgian law of 25 October 1919, 
modified by the Law of 6 December 1954.

For further information contact:  
info@epda.eu.com

European Parkinson’s Disease Association 
(registered office): 
Avenue Nestor Plissart 4  
1040 Brussels  
Belgium
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