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D ear friends, it’s been another challenging year for the EPDA, yet I 
am proud to say that we have overcome many obstacles with our 
usual determination and positive intent, and have made great 
strides towards building not only a sustainable future for people 

affected by Parkinson’s, but also for the EPDA as an organisation.  

Be under no illusion, 2016 was another 
tough year for the EPDA financially: 
while we were fortunate to win some 
new funding partners, we also lost others 
and saw our funding reduced in many 
areas. As a result, we have had to retain 
the strict financial controls we 
implemented two years ago, which have 
proved very effective.

While the economic uncertainty is 
difficult and unsettling, we believe it also 
provides us with the opportunity to 
constantly evaluate how we are working, 
which in turn enables us to maximise our 
efficiencies. 

For example, 2016 has seen us focus on 
doing ‘fewer things better’ instead of 
‘more things less well’. We are therefore 
streamlining our activities to ensure we 
plan, implement and deliver the most 
value to our members and our key 
stakeholders. We are confident that this 
approach will reap long-term dividends 

for our own organisation, but also for the 
people we represent: our members and 
people affected by Parkinson’s.

As you will read, this year has seen us 
work in partnership with the European 
and international Parkinson’s community 
on an even greater level than we usually 
do. We acknowledge that we are a small 
team and that we cannot achieve our 
ambitious goals on our own – in other 
words, we want and need to work with 
other partners who share our vision of 
improving the lives of people with 
Parkinson’s and their families. 

I hope this report reflects this positive 
approach, and that you will help us make 
our mission and vision a reality.

PRESIDENT’S STATEMENT

EPDA PRESIDENT
KNUT-JOHAN ONARHEIM
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ABOUT THE EPDA

ABOUT  
THE EPDA

 

WHO WE ARE

The EPDA is the only European 
Parkinson’s umbrella organisation. 
We have been championing and 
working with the global Parkinson’s 
community for 25 years. 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.

As the leading voice for Parkinson’s 
in Europe, we provide information 
and resources for all Parkinson’s 
stakeholders, raise awareness of  
the disease’s complexities and 
impact, and advocate for concrete 
policy change that benefits the 
Parkinson’s community.

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

TO LIVE A 
FULL LIFE

SEARCH  
FOR A CURE
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PARKINSON’S IS A PROGRESSIVE,   
CHRONIC AND COMPLEX 
NEURODEGENERATIVE DISEASE
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€13.9 billion
AVERAGE ANNUAL 

COST OF PD TO THE 
EUROPEAN ECONOMY

€

ABOUT  
THE EPDA

 

WHAT WE DO

ENGAGE
We engage and connect with the 
Parkinson’s community across Europe 
and the globe to champion 
collaborations and partnerships, help 
develop solutions to unmet needs, and 
raise awareness of the impact of the 
disease with decision makers.
Visit www.epda.eu.com/get-involved

INFORM
We provide up-to-date information, 
research and resources for Parkinson’s 
stakeholders to educate, advise and share 
good practices.
Visit www.epda.eu.com/about-parkinson-s

UNITE
We represent national Parkinson’s 
associations – that collectively have more 
than 120,000 members 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.
Visit www.epda.eu.com/our-members

ADVOCATE
We provide an authoritative voice on the 
impact of Parkinson’s across Europe and 
advocate for policy change that benefits  
the European Parkinson’s community.
Visit www.epda.eu.com/get-involved/
advocacy

PARKINSON’S 
HAS NO CURE
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DOUBLE 
BY 2030

A FIGURE THAT 
IS SET TO

1.2 million
people
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TO ADVOCATE FOR PEOPLE WITH 
PARKINSON’S AND THEIR FAMILIES 

TO GET THE RIGHT INFORMATION 
AT THE RIGHT TIME THROUGHOUT 

THEIR PARKINSON’S JOURNEY

TO STRIVE FOR HEALTHCARE 
SYSTEMS WHERE PEOPLE WITH 
PARKINSON’S RECEIVE EARLY 

AND APPROPRIATE TREATMENT 
AND INDIVIDUALISED CARE

TO RAISE AWARENESS 
OF THE COMPLEXITIES OF 
PARKINSON’S AND THE 

IMPACT IT HAS ON PEOPLE’S 
QUALITY OF LIFE

TO SUPPORT THE GLOBAL 
PARKINSON’S COMMUNITY 
IN THE SEARCH FOR A CURE

1 2

34

THE EPDA’S 
STRATEGIC GOALS 

By working with our key stakeholders, we aim:
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The EPDA has three key workstreams: 
information and education; advocacy; 
and awareness raising and fundraising. 
We seek relevant input and involvement 
from our member organisations where 
necessary across each of these 
workstreams. 

INFORMATION  
AND EDUCATION

THE EPDA WEBSITE, SOCIAL MEDIA 
AND GOOGLE ADWORDS
l  2016 was a big year for the EPDA as 

we completely rethought our digital 
strategy, and decided to redesign and 
restructure our website. 

l  Our research suggests there are many 
thousands of people with Parkinson’s 
and their families all over Europe 
struggling to find quality, validated 
information that gives them the 
confidence to live their lives as fully 
as possible. 

l  Our aim is for our website to become 
the ‘go-to’ resource for people with 
Parkinson’s across the globe. We also 
reviewed our social media and 
content strategies, and plan to 
regularly review their performance 
with ongoing analytics analysis on a 
monthly basis.

l  Much of the strategy and planning 
work took place in 2016, but the 
implementation of this challenging 
work will take place in 2017. 

	 www.epda.eu.com

PARKINSON’S LIFE
l  Parkinson’s Life is the EPDA’s online 

‘lifestyle’ magazine, designed to share 
inspirational content among the 
international Parkinson’s community. 

l  Our feedback since launch (in April 
2015) has been universally positive, 
making Parkinson’s Life one of the 
EPDA’s all-time successes. To the end 
of 2016, the website had 180,000 
visitors from 190 countries with 
increasing levels of reader loyalty. 

	 www.parkinsonslife.eu

MY PD JOURNEY
l  My PD Journey is a multi-stakeholder 

European coalition led by the EPDA, 
involving representatives across the 
entire Parkinson’s community. It 
works collaboratively to develop 
solutions that contribute to 
comprehensive and individualised 
management of Parkinson’s. 

KEY ACTIVITIES 
IN 2016
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l  Our current ‘solution’ is the 
Parkinson’s Disease Composite  
Scale – a new and simple clinical 
rating scale for Parkinson’s that at 
the end of 2016 was undergoing a 
second validation study involving 
700 patients in 14 European 
countries. The first validation study 
(completed in January 2016) 
reported the Composite Scale was 
“feasible and acceptable”, “valid”, 
“reliable” and “precise”.  

	  www.mypdjourney.com

DATA COLLECTION 
l  The EPDA is working with UCB on  

a data collection project, entitled: 
“An EPDA quality of life survey: help 
us to campaign for improvements in 
healthcare management”. 

l  The survey will be launched in 10 
European countries in the summer 
of 2017.  

	 	www.epda.eu.com/get-involved/
data-collection

EDUCATIONAL FILMS  
AND WEBINARS
l  In 2016, we worked with two 

partners to create an educational 
film (with Parkinson’s UK) and a 
webinar (with UCB) that aimed to 
educate both the patient and 
healthcare professional 
communities. We have other similar 
projects with other partners 
planned for 2017 to encourage a 
more patient-centred approach to 
Parkinson’s management.  

	 www.epda.eu.com/latest/resources

ADVOCACY

l  One of the EPDA’s strategic aims is 
to increase political awareness of 
Parkinson’s as a priority health 
challenge at the European and 
national levels, and build political 
support for concrete policy change.

l  The EPDA actively engages with 
European Union (EU) decision 
makers, partners and stakeholders to 
promote dialogue on policy gaps that 
negatively affect people with 
Parkinson’s and their families, and 
to collectively advocate for long-
lasting change. 

l  We believe the EU can make a real 
difference to people’s lives by:

	 –  addressing the challenges related 
to access to medicines, health, 
and long-term and integrated care

	 –  improving employment 
conditions, reducing stigma and 
ensuring accessibility to essential 
services for people with 
Parkinson’s and their carers
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	 –  improving systematic data 
collection by including up-to-
date information on Parkinson’s 
in the ‘State of Health in 
Europe’ cycle

	 –  considering developing a 
model for disease registries 
for Parkinson’s and 
exploring the possibility for 
the creation of European 
Reference Networks (ERNs)

	 –  providing funding for 
projects that improve 
people’s lives.

  www.epda.eu.com/get-involved/
advocacy

AWARENESS RAISING  
(AND FUNDRAISING)

#UNITEFORPARKINSONS
l  In 2016, the EPDA began working in 

partnership with Parkinson’s UK to 
develop the first truly global 
awareness-raising

  Parkinson’s campaign – 
#UniteForParkinsons – 200 years 
after Dr James Parkinson wrote his 
groundbreaking Essay on the 

Shaking Palsy. Our aim was to 
create an unprecedented global 
social media buzz on 11 April 2017 
(World Parkinson’s Day), and to 
highlight the need for everyone 
affected by Parkinson’s to come 
together and speak with a powerful, 
united voice.
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l  Our 2016 activity focused on the 
planning and development phases, 
while 2017 will see the delivery phase. 

www.epda.eu.com/get-involved/
uniteforparkinsons

Parkinson’s 100 Challenge
l  The Parkinson’s 100 Challenge is our 

fundraising campaign that 
encourages anyone and everyone 
– no matter where they are in the 
world – to choose an exciting 
challenge that interests them and to 
then fundraise on behalf of the 

EPDA. The 100 Challenge began in 
2015 and is an ongoing activity.

 www.parkinsons100challenge.eu

International congresses
l  2016 saw the EPDA attend and 

present posters at two international 
congresses – the Movement Disorder 
Society Congress (Berlin, Germany) 
and the World Parkinson Congress 
(Portland, US). These events were a 
great opportunity to raise awareness 
about the important work we do and 
to increase our networks. 



KEY PRIORITIES FOR 2017
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l  We will not be attending any 
congresses in 2017 due to a lack  
of funds. 

KEY PRIORITIES FOR 2017 

We will continue to work on the 
projects highlighted in the last section 
throughout 2017, but we also aim to 
develop some new ones too. 

EU-FUNDED PROJECTS (TreatER)
l  TreatER is a three-year project that 

received a European Commission 
Horizon 2020 grant in December 
2016 for a clinical study in 
Parkinson’s with two unique goals:

	 –  Proof of concept of a new 
treatment to modify disease 
progression.

	 –  Validation of a clinically tested 
device for delivering the new 
drug directly into the brain.

l  The project consortium has 11 
members, including leading 
academic universities and the EPDA. 
The partners are working together 
over the coming years towards the 
above goals in order to improve the 
lives of people affected by 
Parkinson’s.

www.epda.eu.com/get-involved/
european-projects
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OUR FUNDING PARTNERS

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

”

OUR FUNDING 
PARTNERS

 

T  
he following 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 our organisation. Our partnerships 
with these companies are established on 
shared interest, transparency, trust and 
mutual benefit, and do not imply the 
EPDA’s endorsement of any corporation 
(or their products or services).
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EPDA INCOME AND EXPENDITURE ACCOUNT
(for the year ended 31 December 2016)

 2016 2016 2015  2015
 £ € £ €
INCOME 
Members’ fees  15,633  19,096   15,692   21,588 
Donations  8,520  10,408  -  -  
Core income  348,099   425,216   181,177   249,256 
Project funding  131,990   161,231  203,257  279,633 
Members’ meeting 12,390 15,135 23,553 32,403
Income from badges and costs recharged  1,208  1,476   22   30
Publications 19,518 23,842 49,904 68,656

TOTAL   537,358   656,404   473,605  651,566 

EXPENDITURE  
Website  20,110   24,565   72,168   99,286
Publications  50,962   62,252   62,623   86,154
Administration Board meetings  16,347   19,968   11,793   16,224 
Members’ meeting  16,093  19,658 23,927   32,918 
Exhibition costs  11,293   13,795   -   - 
External affairs  76,180   93,057   11,025  15,168 
Communications 7,565 9,241  -   -
Social media  11,152   13,623  -   - 
Digital strategy  47,333  57,819   -   - 
Webinars  11,724   14,321   -  - 
Member organisation outreach  10,496   12,821   -   - 
PDG Think Tank  4,868   5,946   4,387   6,035 
General expenditure  7,721   9,431  12,766  17,563
Fundraising  22,983  28,075  35,877   49,358 
Marketing and communications  -   -   -  - 
Financial administration  15,536   18,978  12,487  17,179
My PD Journey  89,974   109,907   109,776   151,025 
REMPARK  -  -   5,323  7,323 
European Unity Walk  -   -  -  -
NRT 53,598  65,472  830   1,142
Medtronic information 3,573  4,365   5,090   7,003
Parkinson’s information  2,430   2,968  12,240   16,839 
Zambon 1 Hour More 629 768 1,125 1,548
Zambon Master PD Chef  682 833  175  241 
Global campaign 11,984   14,639  -   - 
Herantis 400  489    -  - 
Data collection 492  601   -   -  
AbbVie Care - - 1,845 2,538
External examiner/Auditors’ remuneration 5,616   6,860   4,896   6,736
Administration costs  25,596 31,266 30,107  41,420
(Profit)/Loss on foreign exchange (5,384) (6,577) 15,982 21,987
Bank charges and interest 1,134 1,385 229 315

TOTAL 521,087  636,526 434,671 598,002 

FINANCIAL 
REPORT 
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FINANCIAL REPORT

 CONSOLIDATED BALANCE SHEET
(for the year ended 31 December 2016)

 2016 2016 2015 2015
 £ € £ €
FIXED ASSETS 
Tangible assets  -   -   -   -

CURRENT ASSETS 
Debtors  30,116  35,664  109,088  148,272
Cash at bank  154,253  182,671   132,716   180,387
TOTAL  184,369  218,335  241,804  328,659

CREDITORS: AMOUNTS FALLING DUE WITHIN ONE YEAR 
Creditors and accruals  70,676  83,697  144,382   196,243
 
NET ASSETS 113,693   134,638 97,422   132,416 

RESERVES 
Balance brought forward  97,422  132,416  58,488   75,274 
Surplus/(deficit) for year  16,271  19,878 38,934  53,564
Exchange adjustment  - (17,656) -  3,578

BALANCE CARRIED FORWARD 113,693  134,638  97,422   132,416

 
NET SURPLUS/(DEFICIT) 16,271 19,878 38,934 53,564
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REPORT 
OF THE 
INDEPENDENT 
EXAMINER

I 
report on the accounts of the 
charity for the year ended 31 
December 2016.

RESPECTIVE 
RESPONSIBILITIES OF 
TRUSTEES AND EXAMINER
The charity’s Trustees are responsible 
for the preparation of the accounts. 
The charity’s Trustees consider that an 
audit is not required for this year 
under section 144(2) of the Charities 
Act 2011 (the 2011 Act) or under 
Regulation 10(1)(a) to (c) of the 
Charities Accounts (Scotland) 
Regulations 2006 (the 2006 Accounts 
Regulations) and that an independent 
examination is needed. 

The charity is preparing accrued 
accounts and I am qualified to 
undertake the examination being a 
qualified member of The Institute of 
Chartered Accountants in England  
and Wales.

It is my responsibility to:
(i)  examine the accounts under section 

145 of the Charities Act 2011 and 
under section 44(1)(c) of the 
Charities and Trustee Investment 
(Scotland) Act 2005 (the 2005 Act);

(ii)  to follow the procedures laid down 

in the general Directions given by 
the Charity Commission under 
section 145(5)(b) of the 2011 Act; 

(iii)  to state whether particular matters 
have come to my attention.

BASIS OF INDEPENDENT 
EXAMINER’S REPORT
My examination was carried out in 
accordance with the general directions 
given by the Charity Commission and 
is in accordance with Regulation 11 of 
the Charities Accounts (Scotland) 
Regulations 2006. An examination 
includes a review of the accounting 
records kept by the charity and a 
comparison of the accounts presented 
with those records. It also includes 
consideration of any unusual items or 
disclosures in the accounts, and seeking 
explanations from you as trustees 
concerning any such matters. The 
procedures undertaken do not provide 
all the evidence that would be required 
in an audit and consequently no 
opinion is given as to whether the 
accounts present a ‘true and fair view’ 
and the report is limited to those 
matters set out in the next statement.
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REPORT OF THE INDEPENDENT EXAMINER

believe that in any material respect 
the requirements:

(i)  to keep accounting records in 
accordance with section 130 of the 
2011 Act and section 44(1) (a) of the 
2005 Act and Regulation 4 of the 
2006 Accounts Regulations; and

(ii)  to prepare accounts which accord 
with the accounting records and 
comply with the accounting 
requirements of the 2011 Act, 
section 44(1) (b) of the 2005 Act and 
Regulation 8 of the 2006 Accounts 
Regulations;

have not been met or

(b)  to which, in my opinion, attention 
should be drawn in order to enable a 
proper understanding of the 
accounts to be reached.

M J Read & Co Accountants Limited, 
1 Cobden Road, Sevenoaks,  
Kent TN13 3UB

Dated 20th June 2017

INDEPENDENT EXAMINER’S 
STATEMENT
Your attention is drawn to the fact that 
the charity has prepared accounts in 
accordance with Accounting and 
reporting by Charities preparing their 
accounts in accordance with the 
Financial Reporting Standard applicable 
in the UK and Republic of Ireland (FRS 
102) in preference to the Accounting 
and Reporting by Charities: Statement 
of Recommended Practice issued on 1 
April 2005 which is referred to in the 
extant regulations but has now been 
withdrawn.

I understand that this has been done in 
order for the accounts to provide a true 
and fair view in accordance with 
Generally Accepted Accounting Practice 
effective for reporting periods 
beginning on or after 1 January 2015.

In connection with my examination, no 
other matter except that referred to in 
the previous paragraph has come to my 
attention:

(a)  which gives me reasonable cause to 
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NOTES
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fb.com/theEPDA
twitter.com/euparkinsons

www.epda.eu.com

IMPROVING LIVES 
FOR PEOPLE WITH 
PARKINSON’S AND 

THEIR FAMILIES 
AND ADVOCATING FOR  
THE RIGHT TREATMENT  

AT THE RIGHT TIME

THE
EPDA

The voice for Parkinson’s in Europe
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