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

For further information contact Lizzie Graham: 
email. lizzie@epda.eu.com 
telephone/fax. +44 (0) 1732 457683
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“Without the partnerships 
within the EPDA, we would 
not be in a position to provide 
the resources that we do”
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EPDA Board’s Welcome

The strongest link 

The EPDA’s fifteenth year has been busier than 
ever. We have been approached to work with other 
organisations and to be involved with European 
projects. This success demonstrates we are trying 
to fulfil our mission ‘to ease the lives of people 
with Parkinson’s disease, their families and carers 
by promoting a simplistic dialogue between 
science and society, encouraging and supporting 
the development of national PD organisations’. 

EPDA activity continues to be respected and 
reflects the needs of people with Parkinson’s.  We 
continually strive to listen to our membership, to 
identify resources and provide ‘added value’ that 
can be shared with their 120,000 members. 

To be effective there has to be enough resources 
available. Because of this, the Board has agreed 
that invitations to become partners in various 
projects need to be considered carefully. 
Regrettably, we have had to refuse invitations to 
participate in new projects like EuroGenGuide and 
ACTIPAD, however we continue to provide support 
by raising awareness and promoting this important 
work via our publications and website. 

Partnership

Partnership with the pharmaceutical industry has 
consolidated further and we look forward to 
working more closely with them on the EPDA 2008 
work programme. Their active participation is 
greatly valued and respected. They provide not 
only much needed funds but also help and input 
with developing projects. 

One example of this partnership is the Real Life 
Real PD on-line survey, a partnership between 
GlaxoSmithKline and all EPDA members. 
Launched in October at the General Assembly in 
Stresa, Italy, this project is an ideal example of 
how working together really benefits all involved. 
The industry continues to provide core funding 
on an annual basis, without which the EPDA 
would be unable to function.

Numerous Parkinson’s specialists help the EPDA 
provide validated information that helps people with 
Parkinson’s and their families make the right choices.

Membership

In August we welcomed our 39th member, the 
Georgian International Charitable Union of 
Parkinson’s Disease Patients. We are delighted to be 
able to work with them and look forward to sharing 
news and information over the coming years.

World PD Day celebrations play an important part 
in the lives of our membership, and we thank them 
for providing reports, pictures and videos that are 
added to the EPDA website annually.  We receive 
many invitations to participate in the member’s 
celebrations but due to national commitments, 
acceptance is not always possible, however this 
year Branko Smid, (EPDA Treasurer) managed to 
celebrate his own associations and Italy’s.  

Developing closer links with our Eastern European 
members is considered to be one of the EPDA’s 
main priorities and this year we held our first road 
show. Led by vice president Susanna Lindvall it 
was an exchange of expertise between Sweden 
and Hungary.  

Four years ago, the EPDA Board discussed the 
‘buddying’ concept i.e. encouraging and sharing 
knowledge and expertise of one association with 
another.  After 12 months planning, this event was 
a great success and the next ‘buddying’ will be 
between Luxembourg and Poland.

Stephen Pickard, President also visited the 
Lithuanian PD Society celebrating a double event, 
their 10th anniversary and World PD Day.

This increased activity would not be possible 
without the dedicated team that deals with this 
traffic on a daily basis. The team increased this 
year to meet the demand. Our sincere thanks for 
their hard work are extended to: Lizzie Graham, 
Secretary-General who has worked with the EPDA 
since it began in 1992. Chiu Man, IT & Web 
Manager, Carolyn Loveless, co-ordinator of 
Rewrite Tomorrow and the World PD symbol – the 
red tulip – and newest arrival, Lara Winchcombe, 
who is Liaison. 
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EPDA Board’s Welcome (cont)

Welcome by Stephen Pickard, EPDA President

It is very exciting for me to pen this brief message while looking back on a 
year in which the EPDA has continued to flourish. I have been fortunate to 
work with an excellent Board and administrative team which are cohesive and 
effective. 

Some of this year’s achievements reflect the culmination of efforts that began 
several years ago. Other activities are more recent, showing how the EPDA’s 
role and sphere of influence continues to evolve.

Throughout this year we have been working on projects that will come to fruition in 2008, always 
utilising the active involvement of our membership and healthcare professionals, with the aim of 
‘making a difference’ to quality of life.

The involvement of our membership in our work programme continues to be an integral part of the 
EPDA ethos. We constantly remind ourselves that partnership and working together enable us to 
report continued success, year after year.

EPDA Board’s Welcome
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The EPDA Board at the 2007 General Assembly 

EPDA Annual Report 2007.inx   5 16/9/08   20:22:43



EPDA Ongoing Projects

PDNS Core Competencies 

We reported on this project in the 2006 annual 
report. The project supported by the Working  
Group on Parkinson’s Disease, International Council 
of Nursing (ICN) and industrial partners including 
Britannia Pharmaceuticals, Novartis, Orion and 
Solvay Pharmaceuticals began in earnest at the 
beginning of the year. 

The International Council of Nurses commenced 
working on the development of the ICN Framework 
of Competencies, Knowledge and Skills for the Nurse 
Specialist. The final report is expected in 2008, with 
the publication and launch taking place in 2009.

At the same time, two leading PD Nurse Specialists, 
Orna Moore, Israel and Janet Doherty, Australia 
carried out a PD Nurse Specialist Literature Review. 
This can be seen at www.epda.eu.com/projects/
PDNScoreCompetencies/literatureReview.asp. 

Work also began on an international audit of the 
current state of PD Nurse specialist practice, with 
the development of a PDNS Core Competencies on-
line survey questionnaire that went live in March, 
and was completed by nearly 200 PD nurse 
specialists. Analysis of the findings is being carried 
out, with the finalised report due in 2008. 

Key goals:

• To facilitate the uniform development of PDNS 
practice internationally

• To establish an international framework for 
guiding the development of comparable 

standards and core competencies in specialty-
focused nursing practice

• In support of the overall aim and key goals, the 
project seeks to accomplish the following 
objectives by December 2008

• To undertake an international audit of the current 
state of PDNS practice

•  To develop and promote an international framework 
to guide the development of specialist nurse core 
competencies and standards, and provide a model 
from which competencies and standards could be 
developed in other specialty areas

• To develop, disseminate, promote and implement 
an International profile and framework of core 
competencies and standards for the PDNS within 
the continuum of generalist to advanced practice.

6 EPDA Ongoing Projects
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Coping strategies – tips and tricks 

During the last three years, the EPDA has taken 
the opportunity to film people at physiotherapy 
workshops held in Argentina, Ireland, Italy, Japan, 
Luxembourg, Slovenia and South Africa. 

The aim was to record coping strategies that 
people have developed themselves to manage 
Parkinson’s as it progresses i.e. when the 

effectiveness of medication decreases, when 
symptoms re-emerge before it is time to take the 
next dose of medication (known as ‘wearing off’) 
or involuntary movements, like dyskinesia, appear. 
Many people with Parkinson’s have discovered and 
developed strategies that help them maintain 
movement and improve mobility to overcome their 
personal obstacles.
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EPDA Ongoing Projects (cont)

Throughout 2007, the EPDA has been 
researching and pulling together information that 
will enable people with Parkinson’s and their 
families to manage their daily lives and enhance 
their level of independence.

We have received the support and help of many 
experts including people with Parkinson’s and 
carers from throughout Europe to provide a 
“library” of information that is easily accessible.  
Written in a user friendly style, it is hoped that 
Rewrite Tomorrow will prove to be a valuable 
resource for people with Parkinson’s, their families 
and healthcare professionals who are non-
Parkinson’s specialists, providing them with ‘tools 
at their fingertips’.
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Rewrite Tomorrow 

Parkinson’s Decision Aid 

This project began in November 2006.  In 2007, 
thanks to the involvement of European and 
international healthcare professionals and people 
with Parkinson’s, the steering group were able to 
define a structure for this important and 
expansive project and to prepare a guide drawn 
from a mountain of experience in the Parkinson’s 
community.

A questionnaire developed by 
healthcare professionals, 
people with Parkinson’s, 
family members and 
industry representatives, 
was circulated to many 
countries including 
Australia. The responses 
identified:

•  A mismatch of information 
that people with Parkinson’s 
want and what is available

•  Lack of communication 
between the doctors, people 
with Parkinson’s and vice versa

•  The need for comprehensive 

information covering the three stages i.e. 
diagnosis/early, middle (3 – 10 years) and late, 
including end of life management.

Therefore, an educational tool to encourage 
communication and concordance is now being 
prepared consisting of:

•  Short introductory leaflet that can be 
disseminated via doctors, healthcare 
professionals and pharmacists available in 26 
European languages, serving as a gateway to a: 

•  Web tool-kit based on 
the questionnaire, 
providing user-friendly 
printable information, 
freely available to all, 
that will continue to 
evolve, continuing step 
by step through the 
journey of PD, using the 
Global Declaration as 
the pathway.

The launch will take place 
at World PD Day 2009.

EPDA Annual Report 2007.inx   7 16/9/08   20:22:52



EPDA Ongoing Projects (cont)

Real Life, Real PD survey 

This patient survey, conducted across EPDA member 
countries and supported by GlaxoSmithKline, 
focusing on the realities of living with Parkinson’s 
both ‘day and night’ was discussed at the General 
Assembly in Stresa, Italy, receiving unanimous 
member support.

The survey included questions surrounding 
difficulties with daily activities such as eating, 
dressing, the possible impact on relationships plus 
sleep disturbances and emotional well-being. It is 
hoped that the survey results will highlight the need 
for better control of Parkinson’s symptoms over a 24-
hour period and some of the less widely addressed 
issues of living with the condition.

In Amsterdam, the survey interim results were 
presented on December 12 at the XVIIth World 
Congress on Parkinson’s Disease and Related 
Disorders revealing that more than two thirds of 
people with Parkinson’s do not feel in complete 
control of their symptoms over a 24-hour period.  

It also highlighted some of the less widely known 
aspects as well as the unpredictability of the disease 
and need for improved symptom control.  

A video was developed to illustrate some of the real 

life difficulties in living with Parkinson’s. It features 
Terry Kavanagh (pictured) and his wife Jean, who 
have lived with the disease for over 20 years.

Interim results revealed that:

Over half of those surveyed experience difficulties in 
getting to sleep and 72 % wake at least once during 
the night, whilst 19 % admitted to waking more than 
four times during the night

•  68 % experienced worry, 60 % experienced low 
mood and 59 % experienced frustration related to 
their Parkinson’s

•  Over three quarters felt that changes in their mood 
can have a negative impact on their relationships 
with friends, colleagues and family members

•  Anxiety, fear, embarrassment, anger and confusion 
were also experienced

The survey closes at the end of February 2008, 
providing the opportunity for as many of the member 
organisations to complete as possible.  It is hoped 
that 3,000 people will participate across 30 countries 
with the final report being published in a respected 
neurological journal in the autumn of 2008. 

EPDA Board’s welcome8
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New EPDA Projects 
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Occupational therapy survey for people living with Parkinson’s 

The accessibility, awareness and the content of 
Occupational therapy (OT) varies across Europe 
and this on-line survey, due to be made live in the 
autumn 2008, is being developed to ask for the 
help of people with Parkinson’s living in Norway, 
Slovenia, Sweden and the UK, to share their 
experiences with us. 

What is occupational therapy? 

OT promotes good health and wellbeing by helping 
people with Parkinson’s regain their independence 
and adapt to disability. The treatment process is 
focused on their ability to perform daily tasks that 
they want and need to improve.

The motor, cognitive and other impairments 
associated with Parkinsons are addressed to ensure 
that the process of adaptation is ongoing and 
should facilitate the development of skills that 
need to be embraced in order to manage everyday 
situations. These may include training of 

movement activities, coping strategies that may 
help with depression, pain and sleep problems, 
and introduction of equipment and environmental 
changes, thereby enhancing quality of life.

This survey, to be developed in partnership with 
OT’s and people with Parkinson’s, will identify the 
impact and need for OT in their daily routine. 
According to published literature, OT intervention 
is most often required in the intermediate and later 
stages of Parkinson’s (Hoehn and Yahr stage 3-5). 
However early access to OT may result in better 
adaptation to Parkinson’s as it progresses. 

We aim to explore the experiences of people with 
Parkinson’s and OT, and how they feel this 
improves their quality of life. The data collected 
will be published and will provide information that 
will benefit not only people with Parkinson’s, but 
also those that provide the services. The findings 
could also be used to influence health policy, with 
the ultimate aim of improving daily living. 

Parkinson’s Awareness Campaign 
One of the major projects that the EPDA will be 
focusing upon in 2008 and in future years is the 
Awareness Campaign. With your help we aim to 
raise awareness about the impact that Parkinson’s 
has on daily life and improve the understanding 
and knowledge relevant for all stages of the 
disease. We will be seeking your active support 
throughout 2008 as we move into the first phase 
of this most important campaign.

The EPDA hopes to:

•  Highlight the challenges experienced by people 
with Parkinson’s 

• Raise awareness, especially its consequences 

• Influence decision makers 

•  Raise funds for resources, management and 
research projects.

 We will be targeting:

• European decision makers 

• Scientists 

• Healthcare professionals

• People with Parkinson’s and their families 

• General public 
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EPDA Publications 

EPDA Plus

This exciting publication targets international 
healthcare professionals and is published 3 times a 
year (spring, summer and winter).  It reports 
predominantly on issues of international interest 
and provides ‘added value’ to the 
membership

“The EPDA Plus 
magazine is magic 
and we feel that 
everyone on our mailing 
list needs to read this. I 
have never seen anything 
like it.” Judith Ashford, 
President Parkinson’s Society 
of the Gold Coast, 
Queensland

10 EPDA Publications
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EPNN Journal

This journal provides news and features focussing on 
the management of people with Parkinson’s from the 
healthcare perspective aiming to help the readers 
keep their practice up to date.  For healthcare 
professionals it is published 3 times a year (spring, 
summer and winter).  

“This publication is  
quality literature 
and I would 
recommend it to 
others.”  
Janet Doherty, 
PDNS, Western 
Australia
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The EPDA would like to sincerely thank the following people for their continued 
support and interest in our work programme throughout 2007:

Pharmaceutical Industry

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

They not only finance the organisation and its 
activities but also take an active part in 
developing projects that help to 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 their 
membership in developing important projects and 
surveys, and providing the resources to do this. 
We thank them for their support throughout 
2007 and look forward to working closely with 
them in 2008.

Clockwise, from top left:

Professor Arvid Carlsson, 

Nobel Laureate; Cardinal 

Christoph SchÖnborn, 

Archbishop of Vienna; 

David Jones, CBE; John 

Bowis, OBE, MEP; Rasheda 

Ali-Walsh; Mary G Baker 

MBE; John Walker

EPDA Patrons
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The Brain and Beyond 

Music and dance can “contribute 
to transformation” in people with 
Parkinson’s improving well-being 
and rehabilitation. This was one 
of the messages that delegates 
heard at the EPDA’s seventh 
multidisciplinary conference, The 
Brain and Beyond, in Stresa, Italy 
in October.

Speakers explained that music 
and dance had a very positive 
effect on a person’s psychological 
well being and embracing 
movement helped reduce the 
body stiffness. The study of 
music and movement is currently 
a popular element of 
international neurological 
research in the US and elsewhere around the globe.

Neurologist Per Odin, Germany argued that 
doctors should provide patients with as much 
dopaminergic stimulation as possible, admitting 
there is “much professional criticism” against such 
treatment, but stressed the evidence in favour of 
use was compelling. He added that dopamine 
agonists (levodopa-free treatment) had seen very 
positive results in recent years, with dyskinesias in 
particular responding well.

Carlo Colosimo (pictured, right), involved in the 
Italian PRIAMO study, said that non-motor 
symptoms (NMS) are present virtually in all 
Parkinson’s patients. He added that “Parkinson’s 
could actually start with NMS, based on reported 
new evidence particularly from the Parkinson’s 
Disease Non-Motor Group, that patients who are 
clinically normal still experience NMS – before 
being diagnosed with Parkinson’s”.

“Levodopa will remain the gold standard treatment 
for Parkinson’s patients over the next decade” stated 
Fabrizio Stocchi (pictured, left), but he admitted the 
“dose questions” still remain unclear, saying “There 
are currently effective methods, but more research is 
vital to understand how to make it work best”.

According to Dr Zvezdan Pirtošek the search for 
neuroprotectors (NPs) continues to prove elusive 
for neurologists and admitted that “it is a 
controversial subject”. “Although there have been 
clinical trials (using laboratories and animals), there 
is no adequate evidence that has provided definitive 
evidence of their existence” He concluded that 
“many drugs look promising, but in practice they 
are just not ticking all the right boxes.”

Alexsander Janca who has served as a World 
Health Organisation (WHO) consultant for over a 
decade reported on the WHO’s activity on 
neurological diseases, especially Parkinson’s, over 
the past two years telling delegates that 
“disability-adjusted years” are higher in 
neurological diseases than in conditions such as 
Aids and heart problems. 

He revealed data from two recent projects, firstly 
the Atlas on Country Resources for Neurological 
Disorders (a collaboration with the World 
Federation of Neurology involving data from 109 
countries) and secondly the Report on 
Neurological Disorders with particular emphasis 
on developing countries that “showed that years 
of life lost to Parkinson’s is high across the 
regions”, adding that “the burden of neurological 
disease is high and increasing”.
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Italian Government urged to support Parkinson’s 

“The ‘hidden face’ are simple words, but they 
describe how people with Parkinson’s are affected by 
pain, sexual dysfunction, sleep and psychological 
disturbances and more” was how EPDA President, 
Stephen Pickard, described the impact of PD at the 
Press conference held in Milan on October 4, just 
prior to the EPDA conference.  

With Parkinson’s affecting over 200,000 Italians, 
considered to be a ‘class B’ disease with very 
expensive medication and no reimbursement, the 
event highlighted the urgent need for more support 
from the Italian Government. Speakers Marina Rizzo, 
Alberto Albinese and Lucilla Bossi (pictured), who 
was herself diagnosed with Parkinson’s at 36, 
reinforced the need for increased government action 
to address these important issues.

General assembly elects its president 

Stephen Pickard, interim president for the last 12 
months, was elected as president for two years. The 
existing board, Susanna Lindvall (Sweden), vice-
president. Mariella Graziano (Luxembourg), secretary.  
Branko Šmid (Slovenia), treasurer. Knut-Johan 
Onarheim (Norway), member, Tom Isaacs (UK), 
young onset were all re-elected, with Mahendra 
Gonsalkorale (UK), retired doctor, being a new 
addition to the Board. Born in Sri Lanka, he has lived 
and worked in the UK since the late 1960’s.

Partnership was the key of this years meeting with 
‘Learning in Partnership’ a new project announced 
and spearheaded by Parkinson’s Switzerland, 
involving Austria, Denmark, Ireland, Italy, 
Netherlands, Norway, Spain, Sweden and the UK.

Delegates who attended this year’s General 
Assembly annual dinner and dance (always a family 
affair with a great party atmosphere) were 
entertained by their new President and the Admin 
Team singing a Beatles classic.  
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Eastern European Roadshow

In 2003 the EPDA Board discussed how, as a 
European umbrella organisation they could learn 
more about how the Eastern European patient 
associations and health service provision 
functioned, and what could be shared. This led to 
the concept of ‘buddying’ whereby a western 
European organisation would team up with an 
Eastern European organisation, taking a ‘Road 
Show’ team of healthcare professionals into that 
country. The first was a partnership between 
Sweden and Hungary jointly led by Susanna 
Lindvall, EPDA Vice President and Vice President 
of the Swedish Parkinson Association, and Dr 
András Fazekas from the Hungarian Scientific 
Parkinson’s Association. 

Throughout the five-day visit in September, the 
Swedish guests visited Budapest and the Petö 
Institute, meeting with doctors and patients, 
where they discussed early and accurate 
diagnosis, the advantages of a Parkinson-team 
and the important role of the PD Nurse and 
Physiotherapist. 

Susanna explained the role of EPDA, its work 
programme and how it can help smaller national 

organisations grow stronger and raise awareness 
by sharing knowledge and involving them in 
projects such as the Road Show. 

The goal was in part to establish contacts with 
local Hungarian organisations and convey the 
support that they can offer to people with 
Parkinson’s and their families. The Swedish team 
wanted to share their own approach to 
treatment, whilst educating themselves about 
the management of Parkinson’s patients in 
another country.

Hungary

There are around 10 million inhabitants with 
approximately 16-20,000 people with Parkinson’s 
and 2-3,000 new patients being diagnosed each 
year. The majority are treated by GPs, with 
limited referral to PD specialists in Budapest, 
Pécs, Szeged and Zalaegerszeg, with Pécs and 
Budapest focussing on Parkinson surgery i.e. 
Deep Brain Stimulation (DBS).

The diagnosis is based on patient history and 
clinical examination with SPECT.  PET and 
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EPDA Feature

DaTSCAN are considered to be too expensive to 
be used regularly. Rehabilitation has not 
expanded, but physical therapy is provided free-
of-charge in larger cities. 

Approximately 90% of existing Parkinson’s 
medication and treatments are available, but 
limited quantities are prescribed regularly. The 
hospital care system is currently undergoing 
profound changes that have opened the door 
for private enterprise. There is huge concern 
that some patients may not afford medications 
or visit the doctor, if private enterprise becomes 
more common. 

Delta Parkinson Association 

At St. István, one of Hungary’s largest hospitals, 
Dr Fazekas talked about the work of the Delta 
Parkinson Association (DPA), formed in 1998 
with 40 members, today there are 150 that meet 
quarterly. DPA looks after the patient’s interests 
providing advice, support and meetings to 
exchange information and experiences. 

In Zalaegerszeg, a small town in southern 

Hungary over 60 patients, physical therapists, 
and doctors were welcomed by the mayor who 
reinforced the importance of people with 
Parkinson’s and announced the opening of the 
new neurology department. 

Reflections

The Swedish Team were welcomed 
enthusiastically but noted a much more 
hierarchical structure in professional roles, similar 
to those of Sweden several decades ago. Most 
medications and therapies are available, although 
finances determine their use. PD Nurses would 
provide great support, but to date there are no 
plans for their development. It is hoped that 
‘teamwork’ can inspire changes and will be 
encouraged, with the patient association serving 
as an important special interest group.

The visit confirmed to the Hungarian Delta 
Parkinson Association that they are on the right 
track in their work programme. The shared 
experiences of SPA proved to be invaluable, as 
was the support of EPDA in the formation of the 
Hungarian association. 
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World PD Day 

Every year the majority of EPDA members 
celebrate World Parkinson’s Disease Day.  These 
events, large and small, take a great deal of hard 
work spread over many weeks and months, and 
all raise awareness with great success. Below are 
just a few examples and the EPDA thanks each 
and everyone for their continued commitment 
and enthusiasm.

Belgium

VLAAMSE PARKINSON LIGA on 22 April, at the 
International Congress Center, Gent, a conference 
was held involving people with Parkinson’s 
demonstrating their hobbies and what can be 
achieved under difficult circumstances. 

Denmark

The Danish Parkinson’s Disease Association held 
two conferences in Copenhagen and in Aarhus on 
11 April to over 700 people.  Worldwide 
advertising bureau Saatchi and Saatchi, provided 
pro bono advertising promoting the Association’s 
work to the general public.

Finland 

Suomen Parkinson-liitto ry held a conference on 
11 April, with Professor Ariel Gordin lecturing on 
40 years of Levodopa Treatment.

Hungary

Zalaegerszeg Parkinson patient’s Association and 
Delta Parkinson Association, launched “Hand in 
Hand”, a competition aiming to raise awareness 
and encouraging a better dialogue between people 
with Parkinson’s, their families and doctors. 

Italy

Rome was the setting for celebrating ‘Malattia di 
Parkinson: da James Parkinson all rete 
assistenziale’ on 12 and 13 April with 
L’Associazione PARKINSON ITALIA (Onlus) holding 
a conference, focusing on the importance of new 
therapies and research. 

Lithuania

EPDA’s interim president, Stephen Pickard shared 
in the celebrations of the Lithuanian Parkinson’s 
Disease Society for World PD Day and the 
Society’s10th anniversary on 28 April. 

Luxembourg

20 April, and the Parkinson Luxembourg 
Association celebrated World PD Day and their 
15th anniversary by holding a conference in 
German and French and releasing 150 balloons 
each representing the ‘Hidden Face of 
Parkinson’s’.

Poland

The Krakow Parkinson’s Disease Association held a 
conference on April 11 including an open forum 
with people with Parkinson’s, their carers and 
invited representatives from television, radio and 
the press.

Portugal

Associação Portuguesa de Doentes de Parkinson 
supported each of their fifteen branches to hold 
awareness events in their local areas.

Romania

On 13 April, Asociatia Antiparkinson celebrated in 
the Victoria Plaza, Deva and received wide national 
media attention. 

Slovenia

On 11 April, Društvo, TREPETLIKA placed a bench 
seat and plaque under the trembling tree that was 
planted on the first World PD Day in 1997, outside 
the Ljubljana-based university hospital.

Sweden

A conference on the 11 April, opened by Her 
Majesty Queen Silvia, Patron of the Swedish 
Parkinson’s Foundation, celebrated two events: 
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World PD Day and the Foundations 20th 
anniversary.

Switzerland

Parkinson Switzerland celebrated with music. La 
Compagnia Rossini, an ensemble of soloists and  
choir, opened peoples hearts and minds by 
performing Mozart, Beethoven, Rossini and 
Verdi, as well as ‘canzoni’ by some of the great 
Italian maestros.

UK

During their awareness week between the 16 – 22 
April, the Parkinson’s Disease Society launched a 
DVD and their new website, holding a reception at 
the House of Commons on 17 April, highlighting 
the delays in diagnosis, lack of compliance and the 
impact that this has on clinical outcomes and 
quality of life. 

Partnership

The EPDA, the Association of Physiotherapists in 
Parkinson’s Disease Europe (APPDE) and the 
European Federation of Pharmaceutical Industries 
and Associations (EFPIA) published a joint advert 
in the 5 April 2007 issue of the European Voice to 
raise awareness on Parkinson’s disease, to describe 
medical progress and highlight the need for a 
partnership approach for better health. 

Other parts of the globe

Buenos Aires, Argentina

The WHO Working Group on Parkinson’s Disease 
celebrated in front of 200 delegates on 11 April in 
the Golden Room at City Hall. EPDA Patrons, 
Rasheda Ali-Walsh and Mary G Baker, MBE were 
among the speakers as was Mariella Graziano, EPDA 
Secretary who carried out a Physiotherapy workshop.
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Australia

Gila Bronner, from Israel, celebrated in Australia by 
leading two workshops on Sexuality and Sensuality 
to healthcare professionals and people with 
Parkinson’s and their families in Melbourne and 
Sydney.

Hong Kong

The Asia Pacific Region reached 5,600 people in 8 
countries including Hong Kong (1,450 participants 
– 200 with Parkinson’s attending a Tai Chi event) 
and Singapore. Media coverage was wide and 
successful contributing greatly to the awareness 
campaign. 

India

Mumbai was the location of The Parkinson’s 
Disease and Movement Disorder Society 
celebrations on 11 April. A symposium on ‘Yoga 

and Parkinson’s and was led by Yogacharya BKS 
Iyengar, considered to be an international 
authority and a living legend on yoga, and 
recognized by TIME magazine as one of the 100 
most influential men in the world. 

New Zealand

Parkinson’s New Zealand embarked on a RAISING 
AWARENESS campaign by encouraging all their 
readers of their quarterly magazine ‘The 
Parkinsonian’ to bring one new supporter to join 
their local society. 

Singapore

The Parkinson’s Disease Singapore Society has 
held a World PD Awareness week from 11 – 17 
April since 2005. This year they took their 
members (70 adults including 2 toddlers), to visit 
the frog farm, go on a shopping spree and enjoy a 
buffet lunch (10 courses) at a local restaurant. 

EPDA Feature

EPDA Annual Report 2007.inx   18 16/9/08   20:24:31



EPDA Board’s welcome

EPDA Annual Report and Accounts 2007

19EPDA Feature
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EPDA Contacts

President
Stephen Pickard, Belgium

Stephen, an English solicitor working in Brussels, has been 
involved with the EPDA since 1993 and it’s legal advisor  
since 2000. Stephen’s father, Cyril Pickard, himself a 
Parkinsonian, was treasurer of the UK Parkinson’s Disease 
Society in the 1980s.

Vice President
Susanna Lindvall, Sweden

Elected as vice president in 2005, Susanna was born in Romania 
and has lived in Sweden since 1962. She is vice president of the 
Swedish Parkinson’s Disease Association, president of the 
Swedish Parkinson Foundation and board member of the Arvid 
Carlsson Foundation.

Treasurer
Branko Šmid, Slovenia

Branko is serving his third term and has had Parkinson’s since 1986. 
President of the Slovenian PD Society for 11 years until his 
retirement in the summer of this year, under his leadership and 
guidance, there were many changes. Membership increased, offices 
set-up and financial support obtained from the Government.

Secretary
Mariella Graziano, Luxembourg

Born in Buenos Aires  but living in Luxembourg since 1997, 
Mariella is serving her third term of office as secretary. A 
practicing physiotherapist, she is president of the Association of 
Physiotherapists in Parkinson’s Disease Europe (APPDE) and 
works very closely with Parkinson Luxembourg (PL) a.s.b.l.

Member
Knut-Johan Onarheim, Norway

Knut-Johan elected to the EPDA Board in 2005 was born in 
Norway and is a senior partner in a Norwegian law firm. Knut-
Johan, whose father had Parkinson’s, became a board member of  
the Norwegian Parkinson’s Disease Association in 1997 and 
president in 2001.
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EPDA Contacts (cont)

Member
Mahendra Gonsalkorale, UK

Mahendra, a retired geriatrician, was elected to the EPDA Board 
in 2007. Since 1989 he has been an active member of the UK 
PDS serving in numerous capacities and was a Board member for 
four years until September 2007. 

Young Onset Representative
Tom Isaacs, UK

Diagnosed with Parkinson’s at 27, Tom has raised Parkinson’s 
funds and awareness. Tom has walked 4,500 miles around the 
British coastline raising over £350,000. Charity Personality of the 
Year in 2005, Tom is co-founder of the Cure Parkinson’s Trust.

Secretary-General
Lizzie Graham, UK

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. 

Web and IT Manager
Chiu Keung Man, UK

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 
take on many other EPDA projects.

Co-ordinator
Carolyn Loveless, UK

Following a degree in French and Italian, Carolyn began 
organising pharmaceutical conferences. In 1997, she began 
working with the EPDA assisting with conference organisation 
and joined the EPDA team in 2006 in a freelance capacity. 

Liaison
Lara Winchcombe, UK

Lara, a manager of an independent travel agency for 18 years, is 
experienced in dealing with the general public and event 
management. Lara joined the EPDA in 2007, in a freelance 
capacity, utilising these skills in her role as liaison.
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EPDA Accounts

(For the year ended 31 December 2007)

EPDA Consolidated Income and Expenditure Account

     2007             2006

   EPDA  PDI  TOTAL  EPDA  PDI  TOTAL 

   (£)  (£)  (£)  (£)  (£)  (£)

Income

Members fees 13,090   - 13,090   12,680   - 12,680 

Contributions  278,092  12,628   290,720   202,597   12,629   215,226 

Conference/General assembly  62,317   - 62,317   52,867   - 52,867 

EPNN donations  33,260   - 33,260   25,852   - 25,852 

Sales of Tulip pins, DVd’s etc  14,090   - 14,090   1,327  - 1,327 

TOTAL  400,849   12,628   413,477   295,323   12,629   307,952 

      

Other income

Gains on foreign exchange  -   -   -   -   -   - 

Deposit account interest  2,609   372   2,981   2,699   74   2,773 

TOTAL  403,458   13,000   416,458   298,022   12,703   310,725 

      

Expenditure

Printing postage and stationery  395   -   395   835   -   835 

Meetings etc  19,480   238   19,718   15,026   -   15,026 

Officers expenses  -   -   -   2,923   -   2,923 

Web site  -   -   -   1,000   -   1,000 

Magazine costs  1,835   21,684   23,519   250   22,362   22,612 

Fund raising and publicity  90,736   -   90,736   67,102   85   67,187 

Travel expenses  905   -   905   717   -   717 

Transfer to P D I Ltd  15,040   (15,040)  -   12,733   (12,733)  - 

Living with PD DVD  -   -   -   15,790   -   15,790 

Conference costs  72,548   -   72,548   56,891   -   56,891 

Real life real PD costs  1,600   -   1,600   -   -   - 

Trade mark  2,214   -   2,214   -   -   - 

Advertising  85   -   85   -   -   - 

Project expenditure  103,503   -   103,503   76,053   -   76,053 

Companies House fees  -   29   29   -   30   30 

Membership fees  -   -   -   140   -   140 

Accountancy  1,650   3,400   5,050   -   3,200   3,200 

Insurance  928   -   928   -   -   - 

Depreciation  -   340   340   -   340   340 

Loss on foreign exchange  541   -   541   1,307   -   1,307 

Bank charges and interest  1,093   77   1,170   564   77   641 

Taxation  -   73   73   -   -   - 

TOTAL  312,553   10,801   323,281   251,331   13,361   264,692 

      

NET SURPLUS/(DEFICIT)  90,905   2,199   93,177   46,691   (658)  46,033 
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(For the year ended 31 December 2007)

EPDA Consolidated Balance Sheet

     2007             2006

   EPDA  PDI  TOTAL  EPDA  PDI  TOTAL 

   (£)  (£)  (£)  (£)  (£)  (£)

Fixed assets          

Tangible assets  1   341   342   1   681   682 

      

Current assets      

Stocks  -   -   -   -   -   - 

Debtors  3,486   4,565   8,051   40,112   4,558   44,670 

Cash at bank  308,933   6,956   315,889   140,461   8,501   148,962 

TOTAL  312,419   11,521   323,940   180,573   13,059   193,632  

       

Creditors: amounts falling due        

 within one year       

Creditors and accruals  57,725   3,373   61,098   16,784   7,450   24,234  

       

Net assets  254,695   8,489   263,184   163,790   6,290   170,080  

       

Reserves       

Balance brought forward  163,790   6,290   170,080   117,099   6,948   124,047  

Surplus/(deficit) for year 90,905 2,199 93,104  46,691   (658)  46,033  

Balance carried forward 254,695 8,489 263,184  163,790   6,290   170,080  

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 the United Kingdom Generally Accepted Accounting 
Practice applicable to Smaller Entities, of the state of the charity’s affairs as at 31 December 2007 and of its incoming resources 
and application of resources, including its income and expenditure for the year then end;

•  the financial statements have been properly prepared in accordance with the Associations constitution; and the information 
given in the Report of the Administration Board is consistent with the financial statements of the state of the association’s affairs 
as at 31 December 2007 and of its surplus for the year then ended and have been properly prepared in accordance with the 
association’s constitution.

M J Read & Co: 1 Cobden Road, Sevenoaks, Kentta TN13 3NJ, UK

Date: 3 June 2008
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EPDA Members

Parkinson Selbsthilfe Österreich-Dachverband

Association Parkinson’s Rue Champs des Louettes

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

Dansk Parkinsonforening

Tartu Parkinson’s Disease Society

Parkinsonfelagiõ

Suomen Parkinson-liitto ry

La Fédération Française des Groupements de 
Parkinsoniens

Georgian International Charitable Union of Parkinson’s 
Disease Patients

Delta Parkinson Egyesület

Parkinsonsamtökin a Islandi

Parkinson’s Association of Ireland

Israel Parkinson Association

Azione Parkinson (Lazio)

Parkinson Italia “Confederazione Associazioni Italiane 
Parkinson e Parkinsonism”
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EPDA Members (cont)

Lithuanian Parkinson’s Disease Society

Parkinson Luxembourg (PL) a.s.b.l

Parkinson Patiënten Vereniging

Norges Parkinsonforbund

ParkinsonPolskaFundacja “Zyc z Choroba Parkinsona”

Kracow

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 Parkinson

Parkinson Förbundet

Neurologiskt Handikappades Riksförbund

Parkinson Schweiz

Parkinson Hastalıgi Dernegi 

Ukrainian Parkinson Disease Society

Parkinson’s Disease Society
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EPDA Advisory Board

Dr Dieter Volc

Prof Alain Maertens

Prof Wenzeslav Bossnev

Prof Zdravko Lackovic

Ass. Prof Jan Roth

Ass. Prof Pille Taba

Dr Kirsti Martikainen

Dr. András Fazekas

Dr Timothy Lynch

Dr Nir Giladi

Prof Tommasco Caraceni

Dr Mindaugas Socas

Dr Alexandre Bisdorff

Dr Bastiaan Bloem

Dr Sascha Mitrovic

Prof Urszula Fiszer
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EPDA Advisory Board (cont)

Dr Joaquim Ferreira

Dr Zvezdan Pirtošek

Prof Eduardo Tolosa

Dr Bo Johnels

Prof Dr Matthias Sturzenegger

Prof. Dr. Hülya Apaydin

Dr Iryna Karaban

Prof Leslie Findley

EPDA Associate Members

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

Atlantic Euro Mediterranean Academy of Medical Science

Division of Movement Disorders of the Russian Society of Neurologists

European Federation of Neurological Associations (EFNA)

European Federation of Neurological Societies (EFNS)

The Movement Disorder Society (MDS)

The National Tremor Foundation (NTF)
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European Parkinson’s Disease Association 
4 Golding Road 
Sevenoaks 
Kent 
TN13 3NJ, UK

For further information contact Lizzie Graham: 
email. lizzie@epda.eu.com 
telephone/fax. +44 (0) 1732 457683
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