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Objectives and activities

• The EPDA is the only European Parkinson’s umbrella organisation, 
and we have been championing and working with the global 
Parkinson’s community for more than 26 years.

• We represent European national Parkinson’s organisations in nearly 
30 countries, and advocate for the rights and needs of more than 
1.2 million people with Parkinson’s and their families. The EPDA is 
non-political, non-religious and a not-for-profit organisation.

• As the leading voice for Parkinson’s in Europe, our mission is to 
provide information and resources to all Parkinson’s stakeholders to:

- raise awareness of the disease’s complexities and impact
- 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.



 

Challenges in 2017 and 2018

It has been another challenging year for the EPDA, both financially 
and structurally.

Financially
• We were fortunate to win some new funding partners but have lost 

others.

• We have continued to retain the strict financial controls implemented 
three years ago, which have been most effective. These controls will 
continue into the foreseeable future.

• Although economic uncertainty is difficult and unsettling, it has 
provided us with the opportunity to constantly evaluate how we are 
working and to maximise efficiencies.



 

Challenges in 2017 and 2018

Structurally
As you are aware, the Board has this year been reviewing its existing 
strategy and revising it for the next six years.

There have also been changes within the team structure during this 
2018:

Retirements
● Carolyn Loveless, PD info and research lead, retired in 

June after working with the EPDA for more than a decade.

● Lizzie Graham, Executive Director, has decided to retire 
at the end of 2018 as a permanent team member, but 
will continue to serve as a Board member and adviser to 
the Board and the team as a whole.



 

The EPDA team in 2019

Dom Graham (UK), Operations Director. 
He will be working on average 12 days 
per month across 12 months.

Russell Patten (Brussels), Secretary General. 
He will be working eight days per month.



 

The EPDA team in 2019

Natalie Leverhagen (UK). She will 
be working 12 days per month.

Francesco De Renzies (Italy). He will 
be working 16 days per month.



 

The EPDA team in 2019

Pat Wharton (UK). She will be 
working four days per month.

Jennifer Stratten (UK). She will be 
working eight days per month.



 

EPDA Team

• The EPDA is lucky to have a small band of people – ‘The Team’ – 
who manage the work of the organisation on a daily basis.

• They are all freelancers who work limited hours from their own 
homes. They have all worked with the EPDA for several years, and  
bring a wealth of skills and expertise.

• Despite the financial challenges the EPDA has experienced in recent 
years, they continue to work with the same commitment, energy and 
enthusiasm.

• The Board and the members sincerely thank you all for what you do.



 

Plans for 2019
What we will be doing

• We will be striving to implement the strategy that has been agreed 
by the Board and its membership at this year’s members meeting.

• We will continue to focus on doing ‘fewer things better’.

• We will continue to streamline our activities to ensure the planning, 
implementation, delivery and assessment of our work is reported 
back to our members and key stakeholders.

• We will continue to grow and develop our partnership work with the 
European and international Parkinson’s community. 

• Being a small organisation with limited resources means we cannot 
achieve what we want to achieve in isolation – hence partnership 
and networking is key to our overall aims and objectives.



 

Application to become an 
EPDA Board member

16 November 2017

Members meeting and General Assembly



 

The Board
All elected officers are volunteers and their positions are honorary. 
Together, they have a joint responsibility:
• to the EPDA member organisations for the management of the 

EPDA.
• to continue to promote and enhance the ethos of the EPDA.

What does the Board do?
• It represents the agreed ethos, aims and objectives of the EPDA at 

a global level.
• It provides Parkinson’s expertise to a variety of organisations, 

including the European Medical Agency.
• Its members are ambassadors who advocate for positive and 

proactive dialogue and partnership between all the EPDA 
stakeholders, and who work to improve the lives of the 1.2 million 
people with Parkinson's and their families across Europe.



 

Board mandate

At the 2012 EPDA General Assembly, EPDA members voted 
unanimously – in order to safeguard the continuation of the EPDA and 
its aims and objectives – that the Board mandate should be linked to 
the Board nominations and selection criteria as follows: 
Board members are to be: 
• elected for a term of three years
• with a further one term of office commencing 2014



 

Current EPDA Board 2017-2020

Knut-Johan Onarheim, Norway
President

Susanna Lindvall, Sweden 
Vice president

Veronica Clark, Malta
Board member

Val Buxton, UK
Board member

Danny Lavender, MBE, 
UK Board member

Lizzie Graham, UK
Co-opted Board member



 

Observers

• Observers are selected by the EPDA selection committee (which is 
appointed by the EPDA Board) in the year prior to the General 
Assembly in which they hope to be elected.

• Those selected agree to attend EPDA Board meetings as Observers 
in the year of their possible election.

• After being an Observer for 12 months, they will stand for election as 
a full Board member at that year’s General Assembly.



 

Standing for election as observer to 
the Board 2018

Paula Gilmore, Chief Executive 
Officer, Parkinson’s Association 
of Ireland (PAI)

“I believe I have strong leadership and strategic 
thinking skills, and have successfully managed 
large teams of both employees and volunteers, 
while at all times reflecting closely on mission, 
values and purpose and ensuring all 
stakeholders embrace the strategic vision of the 
organisation.

“I have received the full support of the PAI Board 
to stand for election as an EPDA Board 
member.”



 

Selection committee

The selection committee was appointed by the EPDA Board and is as 
follows:

• Knut-Johan Onarheim, Norway – EPDA President
• Danny Lavender, MBE, UK – EPDA Board member
• Susanne Bruhlmann, Switzerland – Swiss Board member
• Lizzie Graham, UK – EPDA Executive Director and Board member
• Russell Patten, Belgium – EPDA Incoming Secretary General


