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The year 2005 has been another momentous year
for the EPDA, with our profile continuing to

increase not only throughout Europe but other parts of
the world. It has been an exciting year and very fulfill-
ing especially as we have witnessed the growth of the
EPDA throughout Europe, and international respect for
what we are trying to achieve.

As you read through this report we sincerely hope
that you will take the resources that we offer and share
these with your members, colleagues and healthcare
professionals in your individual countries. We have no
copyright and all our information is available for you
to use and share. All we ask is that you acknowledge
the EPDA in your credits. 

You will see that some of our projects are coming to
fruition; with others
beginning and under
discussion. We are sure
that the results from the
analysis and evalua-
tions will provide much
needed, validated information for you to use to
improve quality of life and support.

Goodbye but not farewell
At this year’s General Assembly, two Board Members
did not stand for re-election but will continue to pro-
vide their support in an unofficial capacity. We sincere-
ly thank them for their continued hard work and sup-
port in the last two years and we all, without exception,
enjoyed working with each other.

Peter Hoogendoorn has been a Board member for
four years and has been a consistent source of strength
to the Board and the EPDA in general that has been
greatly valued. He has been an excellent Vice President
and will be sorely missed. 

Svend Andersen, who we have all known for many
years, has contributed greatly in his role as Young-
onset Representative. Using his wisdom, personal
knowledge and experience as a Psychologist who has
PD, he identified themes for the Euroyapmeet, so rele-
vant and important to younger people with PD and
their families if they are to improve their daily lives
and management of PD.

For details about the newly elected Board see
page 15.

Collaborative Partnership with the 
pharmaceutical industry:
In February, the EPDA held its annual meeting with the
pharmaceutical industry in London, to discuss our

work programme
for the year. This
meeting resulted in
the EPDA increas-
ing the level of
Collaborative

Partnership from five in 2004 to 11 partners in 2005.

New Members for the EPDA
In 2005 we welcomed Croatia as a member and we
take this opportunity of sincerely welcoming them to
the EPDA.

We hope that you will enjoy reading about the many
activities we are involved with and will take the oppor-
tunity of sharing our activities with your members.
Finally, grateful thanks are extended to Stephen
Pickard, Legal Advisor, Chiu Man, Design Consultant
and of course, Lizzie Graham, Secretary-General, for
their enthusiasm and hard work throughout 2005 and
to the membership organisations and our partners in
general for their continued support.
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BOARD’S
WELCOME

This year saw the continuation of existing
projects and the beginning of new ones that
you can read about in the following pages. 

The Board has continued to work closely
together, ever mindful of the importance of
validated, accurate information that will
improve the lives of people living with

Parkinson’s and their families. 
Collaboration has increased not only

throughout Europe but also with other inter-
national patient and neurological associations
and we are delighted to be able to share and
exchange information and to help each other
to ‘make a difference’.

There’s plenty more to come

“We hope you will enjoy the many
activities we are involved with and
share them with your members”

The new-look EPDA Board: Working to improve the lives of people with PD

All aboard: The Board’s executive summary
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Ongoing projects
Projects to improve quality of life continue to play an important part in our
work programme. Below you will find an update on progress on projects
begun in 2004 together with an overview of 2005 projects and those planned
for 2006 and onwards

In 2004 we reported that the Medicines
Partnership, a UK Department of Health ini-

tiative, was planning to develop, with joint
funding provided by Medicines Partnership
and Pfizer. It is hoped to evaluate the effective-
ness of an extended medicines support service
to be provided to patients with PD by specially
trained community pharmacists. Three Primary
Care Trusts in England, St Helens, Brighton
and Hove City, and Coventry were selected
out of a total of 41 who applied.

How will the pilot be evaluated?
The pilot is being evaluated by Professor
Crispin Jenkinson at the Health Services
Research Unit at Oxford University.
Professor Jenkinson has specialist expertise in
this area, having developed the PDQ-39, a
measure of quality of life in Parkinson's
Disease which is widely used internationally.

Evaluation will take the form of a longitu-
dinal descriptive study of participating
patients using validated questionnaires which
patients or their carers will be asked to com-
plete, along with focus groups with selected
participating patients and pharmacists. Key
evaluation metrics will include:

� Patient satisfaction with information about
their medicines and understanding of their
medicines
� Incidence of problems associated with
medicines (which might include unwanted
side effects or physical problems in swallow-
ing medicines)
� Health related quality of life
� Demands on other parts of the health 
system
� Compliance with the agreed regimen
� Amount the service was used, and experi-
ences of using the service
� Interventions and referrals made by phar-
macists
� Feedback on Service from patients/carers,
pharmacists and pharmacy staff, GPs and
other involved healthcare professionals. 

In addition, the impact on participating
pharmacists in terms of their skills, knowl-
edge and confidence will also be assessed.

Seventeen countries participated, with
questionnaires translated into 15 

languages, 595 being completed and
returned.

Countries involved are: Belgium, Czech
Republic, Denmark, Estonia, France,
Iceland, Ireland, Lithuania, Luxembourg,
Netherlands, Norway, Poland, Spain,
Sweden, Turkey, Ukraine and the UK.
� Entry of data was completed on 13 June
� Analysis was completed on 31 July 
� Initial report presented at the
Euroyapmeet conference in Dublin, Ireland,
in October 2005.

It is anticipated that the final report will be
published in 2006.

UK community pharmacy medicines
support pilot in PD

Young PWP participation in life survey

TIME SCALE
Dec 2004 – Dec 2005: Service to be 
delivered
March 2006: Completion of evaluation 
April 2006 onwards: Publication of project
results.
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In September, Medtronic Foundation invit-
ed 30 representatives from European asso-

ciations supporting patients with pain or
movement disorders (for example, dystonia,
migraine, pain, Parkinson’s) to attend a two-
day workshop focussing on practical skills
needed to support organisational growth. 

Experts discussed fundraising, planning
and communication and successful practices
of similar patient groups were shared.
Several of the EPDA member organisations
took part.

The EPDA is working with Lundbeck and
Teva (Global) to develop a Patient's

Guide to PD that will be given freely to
members of the multidisciplinary team to
hand to people with Parkinson's when they
visit their clinics. It is intended for people
who have been recently diagnosed or have

lived with Parkinson's for a limited number of
years and will provide helpful, factual and
easy to read information that will assist them
to manage their illness on a day-to-day basis. 

The Guide will be available in early 2006
and the following have carried out a rigorous
review of the content.

Patients’ guide to Parkinson’s and its
treatment

Patient link workshop: Expanding the
capacity of patient associations

PD Med is a large,
simple, “real-life”

trial that aims to deter-
mine much more reli-
ably which class of
drugs provides the
most effective control, with the fewest side-
effects, for both early and later PD.

This study initiated by the EPDA, and

supported by the Parkinson’s Disease
Society and the Parkinson’s Disease Nurse
Specialist Association, is funded by a grant
from the NHS Health Technology
Assessment Programme. 

As of 30 April 2005, 883 patients had been
entered into PD MED, 669 with early disease
and 214 with later disease. Further details are
available at www.pdmed.bham.ac.uk.

PD Med: A Phase III Parkinson's 
disease trial 

Health Care Professionals

People with Parkinson’s

Carers

Neurologist Prof Leslie Findley UK
PD Nurse Specialist Alison Forbes UK
PD Surgical Nurse Carole Joint UK
Occupational Therapist Jelka Jansa Slovenia
Physiotherapist Mariella Graziano Luxembourg
Sexuologist Gila Bronner Israel
Psychologist Heiner Ellgring Germany
Nutritionist Nan Millette UK

Tom Isaacs UK
Ann Keilthy Ireland
Marian Segenreich Israel
Mike Robins UK
Branko Smid Slovenia
Jean Pierre Lucas France
Carolina Huebner Spain 
Svend Andersen Denmark

Carole Ions UK
Peter Hoogendoorn Netherlands
Tatiana Smid Slovenia

Felix Gysin,
representing

the European
Pain Network
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Prospective projects
Funding is still being sought to develop the following projects

The current lack of available information on
how the Parkinson's Disease Nurse

Specialist (PDNS) practice is organized in
Europe makes it difficult to accurately estimate
the number of nurses practising in this role. 

However, it is known that the UK consti-
tutes the majority of posts throughout Europe.
While the UK has been instrumental in devel-
oping and promoting the role of the PDNS,
limited work has been done to support the sys-
tematic and uniform development of this pro-
fessional group across Europe. This is particu-
larly the case in the area of professional stan-
dards and competency development. 

The need to establish standards and core
competencies for the PDNS at national and

regional levels has been driven by patient
demand for the provision of consistent, quality
services throughout the European community.

While the majority of PD centres in Europe
ascribe to the multidisciplinary model of

care in theory, few have successfully transformed
their services to reflect this approach in its entire-
ty. This is due, in part, to the absence of a clear
and shared understanding of what multidiscipli-
nary care means in relation to the management of
PD – how is it defined? What are the goals and

key principles? What are the processes? What are
the roles of each team member? 
Objectives include:
�To establish a core set of principles of 
multidisciplinary care (MDC) for PD
�To develop an operational definition of MDC
for PD that is flexible and accounts for variations
in service delivery across Europe. 

High quality nursing care for
European people with Parkinson’s

Care delivery systems for European
people with Parkinson’s

The decision on drug management is a dif-
ficult one from the perspective of people

with PD; and the different options in terms of
management with levodopa versus dopamine
agonists are characterised by different proba-
ble short and long-term outcomes, which they
may value differently.  

Furthermore, at the time of diagnosis, peo-
ple are faced with a vast array of information
to take in at the same time as taking in the
shock of the news. Such a tool would bring
together in one place the evidence they need
to assist them in making an informed choice
with a health professional about their treat-
ment plan.

The timescale is set to be 18 months and it
is aimed to:
� Put together a steering group of interested
members of the multidisciplinary team and/or

representatives of European patient organisa-
tions, people with Parkinson’s and carers 
� Develop questionnaires for a) people with
PD and carers and b) clinicians and nurse
specialists, to assess the current difficulties
surrounding the issues as diagnosis, the
telling of the diagnosis, what information is
required and when, and to what extent they
need/desire a patient decision aid, and what
they would like to see in it 
� The questionnaires (approximately 1,500)
to be translated into various languages and
disseminated via the European patient organi-
zations and medical advisory boards and
associated groups. 

The EPDA has been awarded a grant of
£25,000 by the Medtronic Foundation. EPDA
is seeking the remaining 50% funding
required to develop this project.

Parkinson’s disease patient decision aid
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Rewrite Tomorrow: Joint initiative
website focussing on paramedical care

Developing projects

There is currently a clear gap in terms of patient information for the global management of
advanced (and moderate) PD and the EPDA believes there is a real need for specific web

pages focussing on paramedical care. At this stage of the disease, people need to understand
clearly what therapeutic alternatives are available to them, and if they could be appropriate or
inappropriate candidates for such therapies. As a result, the Rewrite Tomorrow website is
being developed.

Medtronic US developed Newhopeforparkinsons.com a few years ago to answer patients’
and carers’ questions on DBS, one of the key treatments for advanced PD. Because there is no
such equivalent in Europe, there are a large number of enquiries for information received
from Europeans and Rewrite Tomorrow will address this growing need.

Thanks to Medtronic Europe, the development of this additional site began in October and
the content will be translated into three different languages sometime in the future. There is
also the possibility of a chat room for patients, carers and healthcare professionals involving
case histories, video fact sheets and more.

The content will include:
� Homepage
� Advancing Parkinson’s Disease
� Deep Brain Stimulation
� Paramedical Therapies
� Carers

A multidisciplinary European Editorial Board will be implemented which will include a:
� Neurologist
� PD Nurse Specialist
� Psychologist 
� Physiotherapist
� Occupational
Therapist
� Sexuologist
� Nutritionist
� Speech, Language
and Swallowing
Therapist
� People with PD
� Carer
� Webmaster
� Medical Writer
� EPDA Co-ordinator.

Stay tuned for
www.rewritetomorrow.eu.com
� The first version will be launched in September 2006
� It will be translated in three different languages
� There will be regular updates every two months
� Future upgrades (forum, chat room) in 2007-08
� Surveys to visitors to constantly improve/adapt the content.

Why the need for another website for PD patients
� Abundance of general information on disease and  medication
� That lead to the questions posed by many people What  to trust? What to select?
� A Google search on Parkinson’s disease  results in the following:
– Parkinson’s disease: 10,100,000  results
– Parkinson’s disease patient:  2,900,000 results
� But, nothing really addresses daily life and  issues of moderate/advanced PD
patients and caregivers
� There is a need for a communication platform  between patients and healthcare
professionals
� There is also a need for a source of trustworthy  and unbiased information on deep
brain stimulation
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Flexicard

Patient Information Leaflets

Living With Activa

Thanks to the consistent support of our collaborative partners, further 
publications and resources have been produced in 2005 and are all available
via the website www.epda.eu.com

What is it? 
This journal is a vehicle for networking with 
international PDNS individuals and groups to
exchange and promote higher standards of care 
How frequent? 
Three times a year

What is it? 
A resource, the size of a credit card that states: “I have Parkinson's
disease. Please allow me time. In case of an emergency 
contact...” in fifteen languages. These cards are available fee of
charge 
How frequent? 
Always available

What is it? 
These leaflets have been published and produced with the help of
people with Parkinson’s from throughout Europe and have been
translated in to various languages, from Italian to French to name
but two 
How frequent? 
Always available

What is it? 
The  purpose of this publication is
to stress the need of following a
special nutritional therapy.
Considerations are given on how
diet interferes with  drug effective-
ness and at which stage of the
disease a specific food regimen
should be started.
How frequent? 
Always available

What is it? 
The  decision to undergo surgery is
not easy. This brochure is a guide
to help prepare people for surgery
and what  to expect. After surgery
there are explanations of what to
watch for together with a helpful list
of  frequently asked questions.
How frequent? 
Always available

What is it? 
Not  everyone with Parkinson’s is
a candidate for DBS and the deci-
sion is never an easy one. This
brochure will inform on the general
aspects of DBS while your medical
team will provide details about
surgery, programming and the
therapy itself.
How frequent? 
Always available

European Parkinson’s Nurses Network (EPNN) Journal

Nutrition Book

EPDA Focus is to replaced by a
new magazine – EPDA Plus – in
the spring of 2006. Unfortunately,
the costs of production and dis-
semination of this magazine dou-
bled in price.
� See page 11 for the full story

DBS Information

EPDA Focus
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Financing the organisation and its activities
continues to be a major priority and thanks

to the active support and participation of the
pharmaceutical industry, it has been possible
to fund core administration more effectively in
2005. We are ever grateful for their support,
not only with core funding but also for their
keen interest in working with the EPDA and
their membership with the EPDA to develop

projects that will benefit people with
Parkinson's, their families and healthcare pro-
fessionals involved in their day to day man-
agement. They provide not only funding but
resources, without which the EPDA could not
maintain its rate of growth and development
in publications and projects. We sincerely hope
that this support will continue and look for-
ward to working closely with them all in 2006.

The EPDA would like to thank the following people and companies for their
continued support and interest in our work programme throughout 2005

Pharmaceutical industry

Acknowledgements

EPDA patrons

Clockwise (from top left):
Cardinal Christoph Schönborn, Archbishop of Vienna; John Bowis, OBE, Member of
European Parliament; Professor Arvid Carlsson, Nobel Laureate; John Walker, Executive
Director, Ford Motor Company; David Jones, CBE, Chairman, Next plc

Special mention to: M J Read & Co, Auditor
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Chiu Man, the EPDA’s Design
Consultant, commenced

working in a freelance capacity
with the EPDA in 2004, primarily
to redesign and manage their
website. Since that time, his serv-
ices have proved to be integral to
the organisation. In addition to
managing and continually devel-
oping the website, he provides
the Secretary-General, Lizzie

Graham, with IT support and
administrative assistance; designs
and manages the database and is
the Projects Systems Analyst.

The website has become a
major resource to the EPDA and
in effect is the Filing Cabinet.  It
is easily accessible and chronicles
the activities and progress of the
EPDA, its projects, conferences
and publications all of which are

easily downloadable. This
enables the organisations and
healthcare professionals to share
fact sheets and patient informa-
tion leaflets quickly and easily.

The new website was launched
on 18 August 2004 with 180
pages. Over a year later these are
now in excess of 400. The num-
ber of pages continues to
increase. 

Other EPDA activities in 2005

PD website a clear hit for members

In April in Luxembourg, at the same time that the PD
Global Declaration was being signed and the world-

wide symbol of Parkinson’s disease – the Red Tulip –
was being launched. Rasheda Ali, daughter of
Mohammad, also launched her book: I’ll Hold Your Hand
So You Won’t Fall – A Child’s Guide to Parkinson’s
Disease. 

While the book aims to help children understand what
is happening to their loved one, it is also a valuable

resource for all family
members faced with a
similar situation. For
further details visit:
www.epda.eu.com/
publicationsDirectory/
patients_Carers.

Rasheda Ali launches A Child’s Guide to
Parkinson’s Disease and is warmly received

Rasheda Ali
(right) at her 
book launch (left)
last April
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EPDA Focus magazine has
unfortunately ceased, after

the costs of production and dis-
semination doubled in price in
2004. 

Efforts to seek sponsorship or
funding to support the title
proved unsuccessful and publica-
tion has now stopped.

As the EPDA seeks always to
be at the forefront of develop-
ment and innovation, it will be
producing a quarterly magazine
in 2006 that will provide ‘added
value’ for our readership. EPDA
Plus will incorporate the EPDA
news – thereby replacing the
Newsletter – and will report pre-

dominantly on issues of European
and international interest, seeking
to inform policy-makers and
engage those working in the field
of Parkinson’s disease. 

Benefactor acknowledgement
and advertorials will not be con-
fined to a section hidden at the
back of the journal but will be
placed alongside editorial of most
relevance, in recognition that sup-
porters are legitimate stakehold-
ers in the work of the EPDA.
Costs to sustain the production
will be sought via advertising and
sponsorship.

For more on the EPDA’s publi-
cations, see page 8.

A first glimpse of what EPDA
Plus will look like after its
launch in South Africa in April

Focus folds but new magazine planned for 2006

The art competition, endorsed
by the EPDA and funded by

Novartis Pharma/Orion Pharma
was run at a national and interna-
tional level.
� Closing date for national compe-
tition is 31 December 2005 and
will be announced in January 2006
� There is an opportunity to win,
first, second and third prizes in
appropriate age categories

� Closing date for national compe-
tition: 31 December 2005 and will
be announced in January 2006
� Opportunity to win first, second
and third prizes in appropriate age
category 
� Winners of the national competi-
tion will automatically qualify for
the international competition and
those winners will be announced at
the World Parkinson’s Disease Day
celebrations in South Africa, 2006 

The  General Assembly, held in
Dublin, followed on from the

Golf Day and the Euroyapmeet
(see below). 

There were several fascinating
presentations including Stem Cell
Research and New Possibilities by
Professor Peter Eriksson, Sweden;
Duodopa Pump presented and
demonstrated by Kirsten Bruun,
Denmark, who has had PD for
several years; and Environmental
Influences on People with PD pre-
sented by Anja Smid, Slovenia,
daughter of  Branko Smid, the
EPDA Treasurer.

Farewells were said to Peter
Hoogendoorn, Vice President and
Svend Andersen, YPWPD repre-

sentative, who retired from the
Board and welcomes were extend-
ed to a  newly elected Board. 

For more Board news, see
pages 3 and 15.

EPDA General Assembly pays
tribute to its dedicated servants

One of the entries already
received

‘Bright’ Euroyapmeet &
golf day a huge success
The  sixth Euroyapmeet

Conference for Younger
People with Parkinson’s was a
huge success with delegates from
many European countries as well
as friends  from Australia and
Japan joining together to prove
that the ‘Future is Brightening,
Not  Frightening. 

It was an excellent opportunity
to meet some of  the people who
really know about Parkinson’s in
an informal environment  and the
weekend was filled with much
laughter, dancing and practical
information on day to day man-
agement, with a ‘snap shot’ of
future  research and therapies. 

Abstacts of the presentations
and conference write-ups can be

accessed via http://epda.eu.com/
euroYap/2005/eYapprs_confer-
ence.shtm. 
� The  EPDA Fund-raising Golf
Day (first of many) held alongside
the Euroyapmeet proved a most
successful fun day and the funds
raised supported the cost of the
conference.  
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World PD Day 2005:

A year to remember
From Austria to Singapore, from Sweden to Israel, 2005 saw World
PD Day successfully celebrated in uniquely different ways. And
2006 will be just as exciting. Read on for the full World Day story 

GLOBAL DECLARATION ON PARKINSON’S
DISEASE AND WORLD PD DAY 2005
On 11 April in Luxembourg, the Working Group on
Parkinson’s Disease, formed by the World Health
Organisation in May 1997 to develop guidelines
for the WHO-led international efforts to control
PD, held a conference to celebrate the 250th
anniversary of the birth of Dr James Parkinson
attended by 350 delegates.  

Their aims and objectives of developing a
Global PD Alliance, to utilize the expertise of the
membership, working in partnership with lay
organisations within the WHO regions, and ulti-
mately transfer the 'Charter for people with PD'

into a Global Declaration was fulfilled in December
2003 when the Global Declaration was launched
in Mumbai, India. 

Since then, as you will have read via
www.epda.eu.com/globalDeclaration.shtm the
Declaration has been launched in several coun-
tries and signed and supported by many people
around the world (see next page).

The Global Declaration was signed in
Luxembourg by: HRH the Duchess of Luxembourg,
Mars Di Bartolomeo, Minister for Health and Social
Security, and Rasheda Ali, daughter of Muhammed
Ali. This event received enormous media coverage
via television and newspaper articles.

There have been many organisations holding
events around the world to support the ninth
World PD Day, the 250th anniversary of the birth
of Dr James Parkinson, on the 11 April 2005 –
and web pages have been developed on the
EPDA website to capture some of the excellent
profile-enhancing events that have been held.

To find out what has been happening in
Austria, Belgium, Bulgaria, Estonia, Israel,
Luxembourg, Poland, Singapore, Sweden,
Switzerland and Turkey please do visit

www.epda.eu.com/worldPDDay-2005.shtm.
All these associations have provided brief

reports and pictures highlighting the depth
and breadth of their celebrations.

Please continue to send to Lizzie Graham
pictures and brief reports of your World PD
Day celebrations. This website page has chron-
icled World PD Day events since 1997 when
the Charter for people with Parkinson’s dis-
ease was launched in London and we would
like to see it continue to grow.

World Parkinson’s Disease Day 2005 celebrations
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Organisations may wish to consider using the
Global Declaration in their annual celebra-
tions and below there are some helpful guide-
lines that may assist you to capitalise as much
as you can on this opportunity to heighten the
profile of your organisation and raise aware-
ness of Parkinson’s in your country.

IDENTIFY AN OPPORTUNITY
� Identify a suitable event that is important to
your organisation (for example anniversary,
World Parkinson's Disease Day) where it will
be possible to promote and advocate the needs
of people with Parkinson's and their families
as widely as possible to people with
Parkinson's, carers and healthcare 
professionals. 

PROMOTE
� Invite important representatives that will
encourage media coverage (like a Health
Minister, patrons, national celebrities) to
attend the event and to sign the Declaration
raising the profile of your organisation and

that of Parkinson's disease 
� Make the signing of the Declaration a focal
point of the event and encourage delegates to
also sign the Declaration thereby supporting
its aims and objectives to improve quality of
life 
� Publicise and promote the day's event and
media coverage by reporting this to your
members and health care professionals via
your national journals and website. 

PUBLICISE
� Send reports and pictures to Lizzie Graham,
EPDA Secretary-General and co-ordinator of
the Working Group on PD via email/CD to
lizzie@epda.eu.com. These reports and pic-
tures will be added to the EPDA Global
Declaration and World PD Day web pages.
� Hang the signed Declaration in a prominent
position within your organisation 
� Monitor if there has been a change in
awareness after the event and build on this to
effect change and heighten the profile of your
organisation and Parkinson's disease. 

Guidelines for launching the Global Declaration

Also on 11 April, at the same time as the sign-
ings in Luxembourg, Peter Hoogendoorn, EPDA
Vice President was an honoured guest of the

Swiss PD
Association
in Berne,
Switzerland,
where Swiss
federal presi-
dent Samuel
Schmid (near
left) signed
the Global
Declaration
on
Parkinson’s
disease
along with
100 other
guests. 

The cere-
mony

received great media support being broadcast
by Swiss television and radio, and coverage by
the majority of Swiss newspapers. In Odense,
Denmark, on Thursday 19 May the Danish PD
Association celebrated its 25th Anniversary.

Mary Baker, representing the EPDA, attended
the festivities and
took with her a
copy of the Global
Declaration for sig-
nature by HH
Princess Alexandra
and the delegation
of 700 (right).

Her Royal Highness, The
Duchess of Luxembourg

Minister for Health and Social
Security, Mars Di Bartolomeo

Rasheda Ali
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The tulip has been adopted as a symbol by
many Parkinson's disease organisations
around the world for several years; and at
the World PD Day celebrations in
Luxembourg, the worldwide symbol of
Parkinson's disease – the red tulip –
was launched.

The general consensus, support-

ed by the Working Group on
Parkinson’s disease, was that the

EPDA logo be used as the worldwide
symbol for Parkinson's Disease.
By wearing the red tulip (left), people are

raising awareness and showing their sup-
port for people living with Parkinson's and

their families around the globe.

The tenth World PD Day, to be celebrated in
Cape Town, South Africa, on Monday 3 April
2006, will be the second event organised by
The Working Group on Parkinson’s Disease to
promote and enhance the profile of
Parkinson's. 

People with Parkinson’s, their families and
health care professionals from around the
world are invited to share in this very spe-
cial occasion, the major highlight being the
signing and launching of World PD
Declaration for Africa by Archbishop Tutu
and The Rt. Hon. Paul Boateng, British High
Commissioner. 

Many interesting topics focussing on the
management and education required to
improve daily living for people and their fam-
ilies living with PD and those who care for
them will be presented by well known spe-
cialists in the management of Parkinson's
from around the globe. Including: Rasheda
Ali-Walsh, USA; Jonathan Carr, South Africa; 
Mariella Graziano, Luxembourg; K Ray
Chaudhuri, UK; Jennifer Fine, South Africa; 
Oscar Gershanik, Argentina; Matthew

Menken, USA; Dr B Singhal, India; Johan
Smuts, South Africa; and Aleksandar Janca,
Australia, WHO Liaison to the Working
Group on Parkinson's disease.

In addition to the conference, a Press
Conference will be held featuring Archbishop
Tutu and the Rt. Hon. Paul Boateng as well as
James Maphiri who brought horse racing to
the South Africans via radio and TV. 

He became popularly dubbed "Jimmy Bo-
horse", synonymous with horse racing
amongst black South Africans until he started
to lose his voice, and no longer able to offer
his racing tips over the radio. 

In 2002 he was diagnosed with
Parkinson’s, a very unusual disease in the
black South African Community. James is
now in semi-retirement and with his family,
fighting Parkinson’s and doing his bit to raise
awareness.

Dedicated web pages
(www.epda.eu.com/worldPDDay/2006/wpd
d2006_intro.shtm) have been developed that
include on-line registration. There will be no
registration fee for PWP and their carers.

World Day 2006 – Cape Town, South Africa

World PD symbol unleashed in Luxembourg

World PD Day will mark
EPDA’s biggest coup to date
April will see the EPDA’s profile reach unprecedented heights,
with its tenth World PD Day in Cape Town, South Africa, enjoy-
ing high profile delegate support, including Desmond Tutu
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EEPDA Administration Board

The European Parkinson’s Disease Association
Here’s a glance at the people behind it and what it is they do...

President: 
Mary Baker, MBE
United Kingdom
Mary is serving her seventh term in office as President. Her other roles
include: President of the European Federation of Neurological Associations,
Vice President of the European Brain Council and Consultant to the World
Health Organisation (WHO).

Vice president:
Susanna Lindvall
Sweden
Susanna was elected as Vice President in October 2005. She was born in
Romania and has lived in Sweden since 1962.  She is President of the
Swedish Parkinson Foundation and board member of the Arvid Carlson
Foundation and she has driven the education of PD nurses in Sweden.

Secretary:
Mariella Graziano
Luxembourg
Mariella is serving her second term of office as Secretary. She was born in
Buenos Aires, Argentina, and in 1997 moved to Luxembourg where she mar-
ried. She is a qualified physiotherapist and currently the President of the
Association of Physiotherapists in Parkinson's Disease Europe (APPDE).

Treasurer:
Branko Smid
Slovenia
In 1996 Branko became President of the Slovenian PD Society. During the last
nine years, under his leadership, membership has increased from 30 to almost
400 people. And with the support of the Slovenian Government, there are now
offices where physiotherapy sessions and workshops are enjoyed.

Legal advisor:
Stephen Pickard
Belgium
Stephen Pickard is an English solicitor working in the Brussels office of a large
Spanish law firm, Garrigues. Stephen’s father, Cyril Pickard, himself a
Parkinsonian, was treasurer of the UK Parkinson’s Disease Society in the
1980s. His role is voluntary.

Young Onset Representative:
Tom Isaacs
United Kingdom
Having been diagnosed with PD at the young age of 27, Tom has done every-
thing he can to fight the condition and to raise funds and awareness. Between
April 2002 and April 2003, Tom walked 4,500 miles around the coastline of
Britain raising over £350,000. 

Member:
Knut-Johan Onarheim 
Norway
Knut-Johan graduated with a law degree from the University of Oslo, Norway,
in 1976 and is now senior partner in the law firm Onarheim, Hartwig, Hjortås &
Helland. He joined the Norway PD Association as a board member in 1997
and became President of the association in 2001.

Secretary General:
Lizzie Graham
United Kingdom
Lizzie worked voluntarily with the EPDA when it was formed in June 1992 until
November 2001, when she was appointed as a Consultant to manage the devel-
opment of the organisation, its projects, conferences and raising funds to sustain
its work programme. In addition, she provides support to the EPDA internationally.

Design Consultant:
Chiu Man
United Kingdom
Chiu has worked with the EPDA since January 2004 when he was appointed
to redesign the EPDA website. Previously, Chiu had worked at the Parkinson's
Disease Society of the UK for almost five years. He now takes on many other
projects for the EPDA including systems analysis and media design.
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INCOME:

Members fees 10,781 - 10,781 10,036 - 10,036 

Contributions 232,497 - 232,497 132,218 - 132,218 

Conference/General assembly 43,231 - 43,231 93,658 - 93,658 

EPNN donations 4,758 - 4,758 38,915 - 38,915 

291,267 - 291,267 274,827 - 274,827

OTHER INCOME:

Gains on foreign exchange - - - - - - 

Deposit account interest 2,612 65 2,677 1,399 65 1,464 

293,879 65 293,944 276,226 65 276,291 

EXPENDITURE:

Printing postage and stationery 821 635 1,456 1,111 345 1,456 

Meetings etc 6,104 - 6,104 15,476 - 15,476 

Officers expenses 2,716 - 2,716 3,463 - 3,463 

Web site 2,152 - 2,152 1,705 - 1,705 

Magazine costs 1,420 - 1,420 3,110 16,830 19,940 

Consultancy and overhead costs 43,926 - 43,926 37,725 - 37,725 

Travel expenses 3,504 113 3,617 1,027 212 1,239 

Transfer to P D I Ltd 7,500 (7,500) - 15,500 (15,500) - 

Working Group costs 4,243 - 4,243 9,288 - 9,288 

EPNN expenses 15,625 - 15,625 31,730 - 31,730 

Criteria for clinics 2,249 - 2,249 1,148 - 1,148 

Patient link meeting 25,209 - 25,209 - - - 

Movers and shakers 19,526 - 19,526 - - - 

Patient guide to PD 650 - 650 - - - 

Medtronics web site 2,690 - 2,690 - - - 

Young people with PD 15,580 - 15,580 500 - 500 

World Parkinson's Disease day 27,531 - 27,531 - - - 

Conference costs 55,350 60 55,410 110,721 - 110,721 

Conference promotion - 60 60 - 3,063 3,063 

Companies House fees - 14 14 - 15 15 

Membership fees - - - 33 - 33 

Accountancy - 2,150 2,150 - 2,000 2,000 

Depreciation - 340 340 - 92 92 

Loss on foreign exchange 388 - 388 12 - 12 

Bank charges and interest 820 58 878 941 61 1,002 

238,004 (4,070) 233,934 233,490 7,118 240,608 

NET SURPLUS/(DEFICIT) 55,875 4,135 60,010 42,736 (7,053) 35,683

EPDA
£ £ £ £ £ £

EPDA

2005 2004

PDI PDITOTAL TOTAL

CONSOLIDATED INCOME AND EXPENDITURE ACCOUNT – 
FOR THE YEAR ENDING 31 DECEMBER 2005

FINANCIAL

REPORT
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FIXED ASSETS:

Tangible assets 1 1,022 1,023 1 - 1 

CURRENT ASSETS:

Stocks - - - - - - 

Debtors 7,461 6,533 13,994 3,122 4,093 7,215 

Cash at bank 115,958 3,254 119,212 107,200 1,874 109,074 

123,419 9,787 133,206 110,322 5,967 116,289 

CREDITORS: AMOUNTS FALLING DUE WITHIN ONE YEAR

Creditors and accruals 6,321 3,861 10,182 49,099 3,154 52,253 

NET ASSETS 117,099 6,948 124,047 61,224 2,813 64,037 

RESERVES:

Balance brought forward 61,224 2,813 64,037 18,488 9,866 28,354 

Surplus/(deficit) for year 55,875 4,135 60,010 42,736 (7,053) 35,683 

Balance carried forward 117,099 6,948 124,047 61,224 2,813 64,037 

EPDA
£ £ £ £ £ £

EPDA

2005 2004

PDI PDITOTAL TOTAL

CONSOLIDATED BALANCE SHEET – 
FOR THE YEAR ENDING 31 DECEMBER 2005

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 asso-
ciation's circumstances, consistently applied and adequately disclosed. 

We planned and performed our audit so as to obtain all the information and explanations which we consid-
ered 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 form-
ing our opinion we also evaluated the overall adequacy of the presentation of information in the financial state-
ments. 

Opinion
In our opinion the financial statements give a true and fair view of the state of the association's affairs as at 31
December 2005 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
Kent
TN13 3UB
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Parkinson Selbsthilfe Osterreich

Association Parkinson Belge

Viaamse Vereniging Parkinson

Association Parkinson (Fraiture-
en-Condroz)

Fondazia Parkinsonism

Croatian Parkinson's Disease
and Movement Disorders
Association

Cyprus Parkinson's Disease
Association

Czech Parkinson's Disease
Society

Dansk Parkinson Forening

Estonian Parkinson’s Society

Suomen Parkinson-Litto Ry

Federation des Groupements de
Parkinsoniens

Parkinson Association in Iceland

Parkinson’s Association of
Ireland

Israel Parkinson Association

Azione Parkinson

Parkinson Italia

Lithuanian Parkinson’s Society

Association Luxembourgeoise
de la Maladie de Parkinson

Parkinson Patienten Vereniging

Norges Parkinsonforbund

Kracow Parkinson’s Disease
Association

Stow, Choroby Parkinsona

Associacao Portugesa de
Doentes de Parkinson’s

The Regional Non-profit organi-
sation for the Advancement of
Parkinsonien Patients
Parkinson’s Disease Society of
Slovenia

Federacion Espanola Parkinson

The Swedish Association of
Neurologically Disabled

The Swedish Parkinson’s
Disease Association

Schweizerische
Parkinsonvereinigung

Parkinson Hastaligi Dernegi

The Association for
Parkinsonian Disabled

Parkinson’s Disease Society of
the United Kingdom

Serbian Association against
Parkinson’s Disease



Dr. Dieter Vole

Dr. (VVP) Chris Van der Linden 

Dr. Jean-Emile Vanderheyden 

Prof. Wenzeslav Bossnev 

Ass. Prof Jan Roth 

Dr. Erik Dupont 

Ass. Prof Pille Taba 

Prof. Heikki Teravainen 

Prof. Herve Allain 

Dr. Sigurlaug Sveinbjornsdottir

Dr. Michael Hutchinson 

Dr. Nir Giladi 

Prof. Tommaso Caraceni 

Prof. Alberto Albanese 

Dr. Mindaugas Socas 

Dr. Bucchler Pit

MEDICAL ADVISORY BOARD MEDICAL
ADVISORY BOARD
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Dr. H. W I M Horstink 

Dr. Robert S Holmsen 

Dr. Anna Krygowska-Wajs 

Dr. Jakub Sienkiewicz 

Prof. A Castro Caldas 

Prof. Natalia V Federova 

Prof. Alla Guekht 

Dr. Zvezdan Pirtosek 

Prof. Eduardo Tolosa

Prof. Olle Lindvall 

Dr. Bo Johnels 

Dr. med Matthias Sturzenegger

Prof. Sibel Ozekmekci 

Dr. Irina Karaban

Prof. Leslie Findley 

Prof Nadia Sternic 

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

Atlantic Euro Mediterranean Academy of Medical Science

European Federation of Neurological Associations (EFNA)

Movement Disorder Society (MDS)

National Tremor Foundation, UK

European Federation of Neurological Societies
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� Best Practice, London, UK
� Board Meeting, Brussels, Belgium
� Board Meeting, Surrey, UK
� Euroyapmeet Conference & General Assembly, Dublin, Ireland
� EFNA General Assembly, Brussels, Belgium
� EFNS, Athens, Greece
� World PD Day Conference, Belgium
� World PD Day Conference, Luxembourg
� World PD Day, Bern, Switzerland 7
� Ethics Conference, Brussels, Belgium
� Patient Safety, Florence, Italy
� Launch of Rashida Ali’s Book, London, UK

� Danish PD Organisation,20th Anniversary, Copenhagen, Denmark 
� EC – Patient Involvement,  Brussels, Belgium 
� ERASTEPS, Conference, Brussels, Belgium
� Ethics Conference, Brussels, Belgium 
� Geriatric Medicine, Vienna, Austria 
� International Council of Nurses Conference, Taiwan 
� Launch of Rasagiline, Berlin, Germany 
� Launch of Rashida Ali’s Book, London, UK 
� Lundbeck Institute, Athens, Greece 
� MEPs for Brain Disorders, Brussels, Belgium 
� Neurological Conference, Washington, USA
� Patient Safety, Florence, Italy

EPDA Meetings/Presentations in 2005

Various meetings attended by Board members and Secretary General

Presentations by President




