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d
ear friends, I am pleased to report another positive year for 
the epda – despite the many challenges that we have faced, 
particularly in the form of continued reduced funding. ‘austerity’ 
has once again been a key word for us, just like it has for all 

not-for-profit organisations in all healthcare areas. But by building on the 
lessons learned in 2014 and by enforcing strict financial controls, we have 
been able to navigate a safe course through the inhospitable economic 
landscape. and most importantly of all – despite these challenges – we are 
confident that we have made a positive difference to the lives of people 
with parkinson’s and their families across europe this year. 

epda presIdent
Knut-Johan onarheIm
 

presIdent’s 
statement 

A key reason for our progress is down to 
our decision to streamline the number of 
projects we want to run. Instead of trying 
to spread ourselves too thinly, we are 
ensuring each initiative is measurable 
and accountable. This means we can 
prove their effectiveness and 
demonstrate their value to the people 
who matter: our members, people with 
Parkinson’s and their families. Here are 
some of our highlights this year 
(although you can read more about many 
of these activities on pages 8 to 11):

EPDA rEgistrAtion
We are now registered in two countries 
– one as an AISBL in Belgium (as has 
been the case since 1998) and the other 
as a charity in the UK (since August 
2015). Being registered in Brussels helps 

us with our European political advocacy 
work, while being registered in the UK 
helps us with fundraising. The decision 
to register in the UK was carried out after 
extensive research and advice with 
external fundraising experts, and was 
unanimously agreed by our members in 
March 2015. Charity registration in the 
UK means more opportunity:
l to obtain gift aid on donations 
l  for grant/foundation applications 

compared with those that exist 
outside of the UK

l  to obtain celebrity support, hopefully 
raising awareness and funds

l  to engage with the UK public, which 
in many ways is similar to the US: UK 
people love to financially support a 
cause, which is not traditionally the 
case in other parts of Europe.
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PrEsiDEnt’s stAtEmEnt

my PD JournEy
We completed the European  
Inventory research early in the year. 
Then, following our analysis of the  
data, a series of good practice 
recommendations were developed. 
These recommendations can be applied 
within a national or regional setting to 
effect improvements in the 
management of Parkinson’s and, at the 
same time, offer potential social and 
health economic benefits to healthcare 
systems, Parkinson’s care pathways, 
people with Parkinson’s, their families 
and carers.

We presented these recommendations 
in Brussels at a My PD Journey breakfast 
workshop in April 2015. Attended by 
high-level European Union officials and 
stakeholders, we discussed ways to drive 
positive progress for people with 
Parkinson’s and their families. In 
addition, throughout the year we 
continued to develop the composite 
scale and grow our My PD Journey 
national coalitions. It has been a very 
busy year for My PD Journey, and 2016 
promises to be even more productive. 

PoliticAl AffAirs  
AnD Policy
The EPDA has successfully raised 
Brussels policymakers’ awareness of 
Parkinson’s over the last 12 months. 
Some highlights include the April My 
PD Journey event in the European 
Parliament (see above); this was  
followed by a series of face-to-face 
political engagement rounds throughout 
the year with existing and prospective 
Parkinson’s supporters within the 
European institutions. 

PArkinson’s lifE
We launched our online lifestyle 
magazine in April, and within six 
months (with no marketing budget at all) 
we had more than 40,000 visitors from 
over 150 countries as well as a growing 
an extremely loyal readership. We were 
also nominated for two extremely 
high-profile European content awards, 
pitching against some of the biggest 
consumer brands in the world. If this 
year is anything to go by, 2016 should  
be very exciting indeed!

nEw-look  
mEmbErs’ mEEting
Our members are at the heart of the 
EPDA and all we do. In September, we 
decided to hold a different sort of annual 
meeting to the ones we have historically 
held. The 2015 meeting took place over 
two days (instead of three) on a reduced 
budget, but the agenda was focused 
almost entirely on our members and 
how they can work with – and learn 
from – each other. The feedback we 
received was overwhelmingly positive, 
and we are confident we have found the 
right formula for the next few years. 

 “Parkinson’s Life has 
had more than 40,000 
visitors from over  
150 countries and is 
growing an extremely 
loyal readership

”



PrEsiDEnt’s stAtEmEnt
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funDrAising for thE first  
timE – A rEAl chAllEngE!
One of our priorities for 2015 was to try 
to increase our funding and to diversify 
our income streams through fundraising 
– we cannot continue to rely on the 
treatment industry in the same way as 
we have in the past. As a result, we 
actively targeted relevant individuals 
and companies; we also launched our 
first-ever fundraising campaign, the 
Parkinson’s 100 Challenge. While we are 
pleased with our initial progress, we 
know it is extremely hard work and that 
our rewards are not likely to come easily. 

looking AhEAD
As comforting as it is to look at the past, 
however, we must always have our eyes 
fixed firmly on the future. While we will 
obviously continue the projects outlined 
above in 2016, we also plan on working 
closer than ever with our members. In 
particular, our new ‘member outreach 
project’ aims to share information and 
knowledge between our members in 
completely new ways (see page 12).  

In addition, we want to better position 
the EPDA as a resource to our members 
and to secure more active interest, 
buy-in and involvement in relevant 
projects (including EPDA projects) that 
benefit people with Parkinson’s and 
their families. We are very excited to 
begin this very important project  
next year!

Elsewhere, we intend to relook at data 
collection. We have a lot of data that 
can still be used to help people with 
Parkinson’s, and we intend to work 
with other Parkinson’s stakeholders 
(especially specialist clinicians and the 
treatment industry) to raise political 
awareness about the need to support 
and fund new data collection tools to 
better inform diagnosis, treatment and 
care strategies. 

So another busy year beckons for  
the EPDA! We hope you are keen to 
continue working with and supporting  
us in our important mission of 
becoming the voice for Parkinson’s  
in Europe. 

knut-JohAn onArhEim
EPDA PrEsiDEnt

 “We cannot continue  
to rely on the 
treatment industry  
in the same way as  
we have in the past

”



About thE EPDA

epda annual report 2015 |  5

aBout  
the epda

 

t 
he EPDA is the only 
European Parkinson’s 
disease umbrella 
association. We

represent national Parkinson’s 
associations in nearly 30 countries 
across Europe and advocate for the 
rights and needs of more than 1.2 
million people with Parkinson’s and 
their families. We are a non-political, 
non-religious and not-for-profit 
organisation.

our vision
To enable all people with Parkinson’s 
to live a full life while supporting the 
search for a cure.

our mission
To become the leading voice for 
Parkinson’s in Europe by providing 
innovative leadership, information 
and resources to all Parkinson’s 
stakeholders.

We will achieve our mission  
through our core activities  
(see overleaf)...
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search  
for a cure
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most common

Parkinson’s is a Progressive,   
chronic anD comPlex 
neuroDegenerative Disease

2nd

€13.9 billion
average annual 

cost of PD to the 
euroPean economy

€

DOUBLE 
BY 2030

a figure that 
is set to

1.2 million
people

wE EngAgE
Through discussion and research, we 
engage people with Parkinson’s and 
their carers, our member organisations, 
healthcare professionals, European 
policymakers, and the treatment 
industry to understand gaps in care and 
develop solutions to unmet needs

wE fAcilitAtE
We enable communications and 
discussions between Parkinson’s 
stakeholders to champion collaborations 
and partnerships that directly benefit 
people with Parkinson’s and their 
families

wE inform
We provide up-to-date information, 
research and resources for Parkinson’s 
stakeholders to educate and increase 
awareness throughout the disease 
journey

wE unitE
We bring together the Parkinson’s 
community – particularly national 
Parkinson’s organisations (our members) 
– to learn from each other and share 
good practices

wE chAmPion
We raise awareness of – and provide an 
authoritative voice on – the impact of 
Parkinson’s across Europe with 
European decision makers

Parkinson’s 
has no cure
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Positively influence Parkinson’s 
stakeholders to challenge 

existing mindsets, shift attitudes 
and remove the hurdles that 

Prevent PeoPle with Parkinson’s 
from receiving early and 

aPProPriate treatment as well  
as individualised care

increase Political 
awareness of 

Parkinson’s as a  
Priority health 

challenge

 suPPort the develoPment 
of national Parkinson’s 

organisations 
throughout euroPe

1 2

3

the epda’s 
strategIc goals 
By working with our key stakeholders, we aim to:
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my PD JournEy
My PD Journey is a unique multi-
stakeholder coalition working on behalf 
of people with Parkinson’s in Europe, 
led by the EPDA. The coalition involves:
l  European umbrella healthcare 

organisations
l  high-profile European Parkinson’s 

specialist neurologists
l  people with Parkinson’s and  

their carers and families
l  members of the multidisciplinary 

healthcare team.

We aim to:
l  create a sustainable environment 

that ensures optimal and timely 
access to appropriate diagnosis, 
treatment and care throughout the 
disease journey

l  engage with European and national 
decision makers to raise PD as a 
priority health challenge in Europe.

My PD Journey’s three key strategies are:
l  to understand the different hurdles 

that negatively impact treating the 
progression of Parkinson’s

l  to develop solutions that contribute 
to comprehensive and individualised 
management of Parkinson’s

l  to implement solutions across 
Europe through the creation of 
national My PD Journey coalitions.

Three My PD Journey projects are 
currently underway:

1) the European inventory
This research project has:
l identified gaps in Parkinson’s care
l  revealed national examples of good 

practice that can be replicated  
across Europe

l  led to Europe-wide Parkinson’s ‘good 
practice’ recommendations that 
European Union decision makers  
and politicians are championing.

2) the composite scale
This entirely new clinical scale for  
people with Parkinson’s:
l  has been developed by European 

Parkinson’s clinicians
l  will be an effective method for 

determining the severity of 
Parkinson’s symptoms (both motor 
and non-motor)

l  is simple enough to be used by all 
healthcare professionals and patients

Key actIvItIes 
In 2015
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l  will not be a substitute for the other 
rating scales (which remain 
fundamental to assessing precisely 
other aspects of Parkinson’s)

l  will take into account patients’ 
quality of life as well as the 
relevance of particular symptoms 
that are important to European 
healthcare systems’ perspectives.

3) national coalitions
National groups of Parkinson’s 
stakeholders are currently being 
established across Europe. Each national 
coalition: 
l is independent
l  aims to establish their own national 

tailored models of care management 
for Parkinson’s

l  will use the European inventory’s 
good practice recommendations as  
a basis for their projects.

PoliticAl AffAirs  
AnD Policy
One of the EPDA’s strategic aims is to 
increase awareness of Parkinson’s as  
a political health challenge. This is 
because there is:
l  a distinct lack of awareness and 

knowledge about Parkinson’s within 
the European and national political 
community

l  no specific MEP or national MP 
group that focuses on Parkinson’s.

The EPDA is therefore developing  
and facilitating:
l  deep relationships with national 

MPs, MEPs, the European 
Commission and European Council, 
and engaging with them on  
an ongoing basis

l  Parkinson’s-related event 
opportunities for MEPs and other 
decision makers to engage with  
the EPDA and our members.

PArkinson’s lifE
Parkinson’s Life is an online ‘lifestyle’ 
magazine for people affected by 
Parkinson’s disease. It aims to:
l  publish content of the  

highest quality
l  share personal stories, expert 

opinions, resources, tools and 
information about good Parkinson’s 
practices around the world

l  increase awareness, inspire advocacy 
and challenge existing mindsets

l  become a leading global Parkinson’s 
resource

l  encourage our growing readership to  
help drive the content.

It is a website for the Parkinson’s 
community, driven by the Parkinson’s 
community.
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rEsEArch AnD  
DAtA collEction
Data collection is a vital part of the 
EPDA’s work.
l  We have more than 20 years’ 

experience understanding 
people with Parkinson’s and 
their families’ unique journeys.

l  No other Parkinson’s patient-led 
organisation can match the 
scale – or the authority – that 
we can.

l  Our evidence is clear: patients 
are not receiving the standards 
of care that disease specialists 
recognise as being best practice.

we want – and need – to continue  
our research.

PD info
PD Info is the largest European online 
Parkinson’s library. 
l  It includes comprehensive, up-to-

date information on everything from 
diagnosis to end of life.

l  Every piece of information has been 

  researched, reviewed and validated 
by Parkinson’s experts.

l  It is available via the EPDA’s main 
website – www.epda.eu.com/pd-info 
– and is comfortably the most-
viewed section of the site.

 



funDrAising
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unItIng the 
parKInson’s 
communIty 
through 
fundraIsIng 

o
ver the next few years, the 
EPDA aims to hold a number 
of fundraising and awareness-
raising events that aim to:

l  increase the profile of the EPDA  
and raise awareness of Parkinson’s  
in general

l  unite the Parkinson’s community
l  create a platform for our partners to 

share their own important messages.

Our inaugural ‘Parkinson’s 100 
Challenge’ kicked off in the autumn of 
2015 with the goal of encouraging 100 
participants to carry out running, 
cycling, baking, reading or any other 
fun challenge/activity wherever they 
were in Europe or around the world.

Nearly £10,000 was raised in just a few 
months in 2015. And now our goal is to 
continue the Parkinson’s 100 Challenge 
every year (our target in 2016 is £50,000).

Please visit  
www.parkinsons100challenge.eu or 
email info@epda.eu.com for more 
information.
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Key 
prIorItIes 
for 2016

w 
e will continue to work 
on the projects 
highlighted in the last  
section throughout 

2016, but we also aim to develop some 
new ones too. 

mEmbEr outrEAch
The Member Outreach project’s 
overarching aim is to establish  
more open, systematic and fruitful 
communication and collaboration 
between the EPDA and our members.
 
We want to:
l  share information and knowledge 

between members that could be 
useful in the pursuit of respective or 
mutual objectives

l  secure more active interest, buy-in 
and involvement in relevant 
activities/projects (including EPDA 
activities) that benefit people with 
Parkinson’s and their families.

 
Why are we doing this activity? Well, 
there are a number of ongoing and 
potential Europe-wide activities/projects 
that benefit people with Parkinson’s and 
their families (including those carried 
out by the EPDA). 

By involving our members in these 
activities/projects, good practices in care 
management can be shared and 

replicated, thereby benefiting more 
people affected by the disease. This 
sharing of good practices also means 
that organisations can save resources 
and not ‘reinvent the wheel’.

wEbinArs/EDucAtionAl 
films
We believe working with our member 
organisations and the treatment 
industry on webinars/educational films 
that focus on raising the patient voice 
will help to achieve two of the EPDA’s 
three strategic goals:
l  To positively influence Parkinson’s 

stakeholders around the world
l  To involve national Parkinson’s 

organisations throughout Europe in 
projects that benefit people with 
Parkinson’s and their families.

As a result, we are developing two pilot 
webinars with our UK and Spanish 
members, and we will evaluate their 
success before planning our next steps 
– ideally, more webinars, films and 
pilots… Watch this space. 
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our funDing PArtnErs

 “These partnerships 
are established on 
shared interest, 
transparency, trust 
and mutual benefit 

”

our fundIng 
partners

 

o
ur funding partners are 
companies and organisations 
of high standing and 
reputation, all of whom agree 

with the EPDA’s overall strategic 
direction and help support the integrity 
of the organisation. These partnerships 
are established on shared interest, 
transparency, trust and mutual benefit, 
and do not imply in any way the EPDA’s 
endorsement of any corporation (or 
their products or services).

We would like to thank the following 
companies for their continued interest 
and partnership. We look forward to 
working closely with them all in  
the future.
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ePDa income anD exPenDiture sheet
(for the year ended 31 December 2015)

 2015 2015 2014  2014
 £ € £ €
income 
Members’ fees  15,692   21,588   19,398   24,061 
Core income  181,177  249,256   202,207  250,815 
Project funding  203,257   279,633   315,651   391,529 
Members’ Meeting  23,553   32,403   47,799  59,289 
Sales of  badges etc 22 30 427 530
Publications  49,904   68,656   2,931   3,636

total   473,605   651,566   588,413   729,860 

exPenDiture  
Website  72,168   99,286   54,400   67,477
Publications  62,623   86,154   5,064   6,281 
Administration Board meetings  11,793   16,224   15,633   19,391 
Members’ Meeting  23,927  32,918 4,167   5,169 
Exhibition costs  -   -   10,741   13,323 
External affairs  11,025   15,168   22,922  28,432 
Consensus Statement for Carers  -  -  8,144   10,102 
PDG Think Tank  4,387   6,035   3,426   4,250 
General expenditure  12,766   17,563   15,589   19,336 
Fundraising  35,877   49,358   13,133   16,290 
Marketing and communications  -   -   27,576   34,205 
Financial administration  12,487   17,179   14,140   17,539 
My PD Journey  109,776   151,025   147,896   183,448
STRONG  -   -  10,923   13,549 
EPDA badges  -   -   1,624  2,014 
Awareness   -   -  5,793   7,186 
Move for Change campaign  -   -   29,518   36,614 
REMPARK  5,323   7,323   2,254   2,796 
European Unity Walk  -   -  124,125   153,963 
NRT 830  1,142   8,483   10,522
Medtronic information 5,090  7,003   10,926   13,552 
Parkinson’s information  12,240   16,839  13,187   16,357 
Medtronic patient questionnaire - - 406 504
Zambon 1HourMore 1,125   1,548  -   -  
Zambon Master PD Chef  175  241    -   - 
AbbVie Care 1,845   2,538   -   - 
Auditors’ remuneration 4,896  6,736    4,896   6,073 
Administration costs 30,107  41,420   14,320   17,762  
Loss on foreign exchange  15,982  21,987   20,724   25,706 
Bank charges and interest  229   315   37   46  
   
total 434,671  598,002 590,047 731,887 
 
net surPlus/(Deficit) 38,934 54,564 (1,634) (2,027)

fInancIal 
report 
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finAnciAl rEPort

 consoliDateD Balance sheet
(for the year ended 31 December 2015)

 2015 2015 2014 2014
 £ € £ €
fixeD assets 
Tangible assets  -   -   -   -

current assets 
Debtors  109,088  148,272  137,753   177,288 
Cash at bank  132,716  180,387   51,476   66,250 
total  241,804  328,659   189,229  243,538 
 
creDitors: amounts falling Due within one year 
Creditors and accruals  144,382  196,243  130,741   168,264
 
net assets 97,422   132,416 58,488   75,274 
 
 
reserves 
Balance brought forward  58,488  75,274  60,122   76,420 
Surplus/(deficit) for year  38,934  53,564  (1,634)  (2,027)
Exchange adjustment  - 3,578 -  811

Balance carrieD forwarD 97,422  132,416  58,488   75,274



16  |  epda annual report 2015

report 
of the 
Independent 
audItors

 

w 
e have audited the 
accounts of the EPDA for 
the year ended 31 
December 2015. The 

financial reporting framework that has 
been applied in their preparation is 
applicable law and United Kingdom 
Accounting Standards (United Kingdom 
Generally Accepted Accounting Practice).

This report is made solely to the charity’s 
trustees, as a body, in accordance with 
section 145 of the Charities Act 2011 and 
regulations made under section 154 of 
that Act. Our audit work has been 
undertaken so that we might state to the 
charity’s trustees those matters we are 
required to state to them in an auditors’ 
report and for no other purpose. To the 
fullest extent permitted by law, we do 
not accept or assume responsibility to 
anyone other than the charitable 
company and its trustees as a body, for 
our audit work, for this report, or for  
the opinions we have formed.

rEsPEctivE rEsPonsibilitiEs 
of trustEEs AnD AuDitors
The Trustees are responsible for the 
preparation of accounts, which give a 
true and fair view.

We have been appointed as auditors 
under section 145 of the Charities Act 

2011 and report in accordance with 
regulations made under section 154 of 
that Act. Our responsibility is to audit 
and express an opinion on the accounts 
in accordance with applicable law and 
International Standards on Auditing (UK 
and Ireland). Those standards require us 
to comply with the Auditing Practices 
Board’s Ethical Standards for Auditors, 
including “APB Ethical Standard – 
Provisions Available for Small Entities 
(Revised)”, in the circumstances set out in 
note 14 to the financial statements.

scoPE of thE AuDit of  
thE Accounts
An audit involves obtaining evidence 
about the amounts and disclosures in the 
accounts sufficient to give reasonable 
assurance that the accounts are free from 
material misstatement, whether caused 
by fraud or error. This includes an 
assessment of: whether the accounting 
policies are appropriate to the charity’s 
circumstances and have been 
consistently applied and adequately 
disclosed; the reasonableness of 
significant accounting estimates made  
by the Trustees; and the overall 
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rEPort of thE inDEPEnDEnt AuDitors

chartered Accountants
statutory Auditor
1 Cobden Road,  
Sevenoaks, Kent
TN13 3UB, UK

Dated 25 July 2016

Eligible to act as an auditor in terms of Section 1212  
of the Companies Act 2006

presentation of the accounts. In 
addition, we read all the financial  
and non-financial information in the 
Trustees’ Annual Report to identify 
material inconsistencies with the 
audited accounts and to identify  
any information that is apparently 
materially incorrect based on, or 
materially inconsistent with, the 
knowledge acquired by us in the course 
of performing the audit. If we become 
aware of any apparent material 
misstatements or inconsistencies we 
consider the implications for our report.

oPinion on Accounts
In our opinion the accounts:
-  give a true and fair view of the state 

of the charity’s affairs as at 31 
December 2015 and of its incoming 
resources and application of 
resources, for the year then ended

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

-  have been prepared in accordance 
with the requirements of the 
Charities Act 2011.

 “In our opinion, the
financial statements
have been prepared
in accordance with
the requirements  
of the EPDA’s
constitution

”
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notes
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fb.com/theEPDA
twitter.com/euparkinsons

www.epda.eu.com

IMPROVING LIVES 
FOR PEOPLE WITH 
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THE RIGHT TREATMENT  

AT THE RIGHT TIME
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