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How to structure your organisation?
1. It is important to register your organisation at a national level so that you

receive a charitable number that can be included on important
documentation and your website.

2. You need to have a registered address.

3. You need to appoint a Board of Trustees – a number of committed people
– willing to serve a term of office (either 2 or 3 years).

4. You need to develop statutes that form the governance of the
foundation/organisation. If it would be helpful, you can view Parkinson’s
Europe’s statutes (plus amendments) by visiting here and downloading the
relevant documents. Our statutes could form a helpful aid to you when
developing your own statutes. Also via this link, you can find information
about the Board's responsibilities, what the Board does and the Board
mandate, in case it is useful to you.

5. Governance is very important when setting up a foundation/organisation. It
demonstrates accountability and transparency so the above steps should be
followed.

6. Developing an achievable business plan, and a mission and vision
statement that will determine the direction that your foundation/organisation
would like to follow within the first five years. This needs to be reviewed by
the Board of Trustees on an annual basis to ensure it is still fitting the
organisation’s needs.

7. Finance is the next important issue, and having an agreed business plan
and mission/vision statement will enable you to seek funding. Depending

Fact sheet for new Parkinson's patient organisations – Page 1 / 4

http://www.parkinsonseurope.org
https://www.epda.eu.com/about-us/governance/
https://www.epda.eu.com/about-us/governance/


on your country's internal structure, you could achieve funding by the
following avenues:

a. Seeing if there is any national/local government funding to support
foundations/organisations – and then making the relevant
applications

b. Other fundraising avenues:
i. identifying what companies produce medication, devices, aids

etc. within your country, and approaching them to see if they
would like to partner with you on specific projects

ii. lottery funding
iii. legacy funding (people leaving funds to a charitable cause

within their wills)
iv. General fundraising via the wider population

8. You will then need to think about how you would like to build your
membership, and there are different structures available. This depends on
components such as the current situation of your national Parkinson’s
community (ie. how engaged and/or organised it is), to the structure of your
country’s healthcare system or to the existing law framework in your country
among many other examples.

Consequently you may consider setting up:

a. An organisation with individuals as members
i. Examples within our members are Malta Parkinson’s,

Krakowskie Stowarzyszenie Osób Dotkniętych Chorobą
Parkinsona & Parkinsonfelagið

b. An organisation with individuals as members and a network of local
branches/groups at local level

i. Examples within our members are Parkinson’s UK, Israel
Parkinson Association, Parkinson's Association of Ireland &
Association France Parkinson

ii. Another example is the American Parkinson’s Disease
Association

c. A confederation of independent local organisations
i. Examples within our members are Comitato Italiano Associazioni

Parkinson, Parkinson Italia & Federación Española de Párkinson

9. Build up your network with healthcare professionals (HCPs) and scientific
experts in your country. For example, you could decide to create a scientific
advisory panel that would support your organisation in scientific/medical
matters and help consolidate your legitimacy and trustworthiness. Parkinson’s
Europe has this sort of panel, and its members can be found here.

Fact sheet for new Parkinson's patient organisations – Page 2 / 4

https://www.maltaparkinsons.com
https://parkinson.krakow.pl/
https://parkinson.krakow.pl/
https://parkinson.fo/
https://www.parkinsons.org.uk/
https://www.parkinson.org.il/
https://www.parkinson.org.il/
https://www.parkinsons.ie/
https://www.franceparkinson.fr/
https://www.apdaparkinson.org/
https://www.apdaparkinson.org/
https://comitatoparkinson.it/
https://comitatoparkinson.it/
https://www.parkinson-italia.it/
https://www.esparkinson.es/
https://www.epda.eu.com/about-us/expert-review-panel/


How can we help?

Parkinson’s resources
On Parkinson’s Europe website, you can find a full library of information that is
accessible and free for everyone to use and disseminate. In particular, you may find
the following topics useful:

● FAQs
● Motor symptoms
● Non-motor symptoms
● Treatments and types of medication
● Surgery options
● Diet and exercise
● Physiotherapy and occupational therapy
● Information for carers
● Sleep
● Video and audio resources
● Toolkits
● Research papers

We would be happy for your organisation to translate our information into your
language and use it within your website/activities. All we ask is for you to reference
the source (ie, Parkinson’s Europe) and include a weblink to the original page, as
detailed in our website copyright policy.

Becoming a Parkinson’s Europe member organisation
Parkinson’s Europe welcomes membership applications from organisations
registered and residing throughout Europe or in countries bordering the
Mediterranean Sea. We would be happy for your organisation to consider becoming
a member of Parkinson’s Europe providing that your organisation meets the criteria
set out, read more here.
Please find more information at the links below and, if you have any questions,
please do not hesitate to let us know:

● Parkinson’s Europe Members
● How to join
● Membership benefits

National Parkinson’s data

We would be very interested in knowing more about the status of Parkinson's
research in your country, and in general about the Parkinson's national patient
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community. If you have any data and insights about the following topics, we would be
extremely grateful if you could share these with us:

● prevalence or incidence of Parkinson's in your country
● national databases and registries of Parkinson's patients

More ways in which you could become involved in the international
Parkinson’s community

You can sign up to Parkinson’s Europe’s:
● general mailing list to be kept updated on all Parkinson's Europe activities and

projects (including new resources, surveys, news stories etc) as well as our
advocacy updates here

● Our award-winning lifestyle magazine “Parkinson’s Life” newsletter here
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