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OUR MISSION STATEMENT

To be a strong and effective organisation, acting on 
behalf of people with Parkinson’s and their families. 
To deliver a broad range of services and supports 
to meet their needs with a specific focus on health 
care supports, advocacy, information and advice to 
anyone with Parkinson’s, their family, carers, friends 
and care workers.



WHAT IS PARKINSON’S DISEASE

Parkinson’s Disease, commonly referred to by its shorter name Parkinson’s, is a progressive 
neurological disorder. It primarily affects movement, though there are both motor (movement - 
related) and non-motor (non-movement related) symptoms.

The progression of Parkinson’s varies from one person to the next; it can progress more slowly in 
some people and the symptoms may be effectively controlled with medication for many years.

Parkinson’s is sometimes called a “designer disease” as the symptoms and progression of 
Parkinson’s is so individual.

WHAT CAUSES PARKINSON’S ?

We all have a chemical called dopamine in our body - it helps in the transmission of signals in the 
brain and other vital areas and is also responsible for movement. As we age, we all lose some of 
this chemical, but most people with Parkinson’s have lost this chemical at a faster rate than others 
as some nerve cells in the brain that make it have died. Signs and symptoms do not appear until 
70%-80% of dopamine cells are lost.

Researchers don’t know exactly why people get Parkinson’s but it is thought that a combination of 
genetic and environmental factors lead to dopamine-producing nerve cells dying.

HOW COMMON IS PARKINSON’S

Parkinson’s is the second most common neurodegenerative condition after Alzheimer’s.

It is estimated that there are around 12,000 people living with Parkinson’s in Ireland.

AT WHAT AGE DOES PARKINSON’S OCCUR ?

It is most commonly diagnosed in people aged over 60 but it can also affect younger people.
s Early Onset Parkinson’s (age 40-60)
s Young Onset Parkinson’s (age 21-40) 
s Juvenile Parkinsonism (before age 20)
Young Parkinson’s Ireland cater for all those diagnosed before the age of 60.

SIGNS AND SYMPTOMS

Parkinson’s can be a difficult condition to diagnose as it can present itself in many ways and in 
the early stages signs and symptoms can be subtle. In addition, not everyone with Parkinson’s 
displays the same symptoms and they don’t happen in a particular order. Everyone’s Parkinson’s is 
different and symptoms can change from day to day as well as over a longer period.

Diagnosis is usually made by a neurologist in a clinical setting. It is a complex condition and 
there is no simple diagnostic test such as a scan or blood test that can confirm the presence of 
Parkinson’s.

However, there are signs and symptoms connected with Parkinson’s that you or your doctor would 
have noticed prior to getting a diagnosis. Some of these symptoms may or may not appear as 
your Parkinson’s progresses.

Signs and symptoms can be broken into two groups - motor and non-motor. Motor symptoms are 
connected with movement while non-motor symptoms aren’t related to movement. Sometimes 
people with Parkinson’s aren’t aware that non-motor symptoms are connected to their condition 
and therefore they are not as easily identified or treated.
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ABOUT US

The Parkinson’s Association of Ireland (PAI) is a charity based in Dublin, with branches 
throughout the Country. Our aim is to assist people with Parkinson’s, their families and carers, 
health professionals and other interested people by offering support, a listening ear and 
information on any aspect of living with Parkinson’s 

The PAI has become a strong and effective organisation on behalf of people with Parkinson’s and 
their families. Over 12,000 people in Ireland have Parkinson’s Disease and The PAI represents the 
Parkinson’s community through its 2,000 members.

This plan highlights the fantastic work that is done, largely on a voluntary basis across the 
country. This work is done by volunteers, many of whom have Parkinson’s or have a family 
member or a loved one with Parkinson’s – often family members can also be working in caring 
roles. The commitment, community spirit, and care that these members show is the life force that 
drives The PAI. Supporting these members across the country is a small team of three dedicated 
staff based in head office. 

The work highlighted in this plan and the achievements over the last number of years could be 
that of an organisation many times the size of PAI. Collectively we have achieved this by using 
our resources carefully and by working in partnership with other agencies who have common 
goals to our own, be they health providers, researchers, pharmaceutical companies or business. 
We plan to build on our great strength for partnership over these next five years.

Over the next strategic period, 2017-2022, we would also like to focus on our sustainability 
by ensuring the essentials required by contemporary charities are as good as they can be – 
governance, showing impact and building a diversity of fundraising sources are all key to this. 

As the diagrams in this plan highlight, these goals are not mutually exclusive. In order to extend 
our nursing service and to do more and better research into a cure for Parkinson’s, we need to 
increase our fundraising. In order to ensure we can continue to attract philanthropy and to attract 
state funding we also need to improve governance, ensuring this is second to none as well as 
growing our capacity to evidence our impact. This last goal is challenging but exciting. We know 
from feedback from our members that we make a real and important difference. The PAI is often 
a lifeline – providing support, community and health services when these are most needed, 
and often when there are no other accessible supports. We know that what we do contributes 
to people with Parkinson’s having a better quality of life and of feeling supported through all 
stages of Parkinson’s. This plan is about understanding the responsibility that we have to protect 
and grow the association on behalf of its members and for its members. We intend to continue 
the excellent work that is core to Parkinson’s and which key parts are described in the tables on 
the following pages. We then intend to grow and develop the organisation as described in the 
six strategic actions. We look forward to working collectively with our members, partners and 
colleagues over the next five years to realise this ambitious plan.

Joe Lynch       Paula Gilmore
Chairperson      CEO
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1  PARKINSON’S IRELAND

Our Mission

The PAI will become a strong and effective organisation on behalf of people with Parkinson’s  
and their families in Ireland. We aim to deliver a broad range of services to a significantly 
increased number of people with Parkinson’s in Ireland. The Association has a particular focus 
on the provision of healthcare supports, advocacy, information and advice to people with 
Parkinson’s and to their carers.

Our Vision Statement

The quality of life for people with Parkinson’s and their families will be improved and enhanced 
and that all people with Parkinson’s and their families will be presented with opportunities to link 
into a wider range of relevant services and supports.

Our National Groups

The PAI has 18 branches nationwide and its National Office, which is based in Dublin.
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2  2016 NUMBERS AND ACTIVITIES8

18 Branches
and national 

office

Support 
line and Nurse 

call back 
service received 

4000 calls

250 people on 
average attend 5 

national education 
and training seminars

6000
followers on 
social media.

4 magazines each 
year

0% State Funding.
100% funded by 

charitable donations 
and Sponsorship

Young 
Parkinson’s 

Ireland established

Over 2,000 
Members

Campaigns include 
Parkinson’s

Awareness Week, 
Meds on Time 

Campaign, General 
Election Campaign

The PAI employs one 
of the 5 Parkinson’s 

Disease Nurses in Ireland

Partnership with 
EPDA, DFI, NAI, CAI 

and World Parkinson’s 
Congress



3  OUR ENVIRONMENT - STRENGTHS,     
 CHALLENGES, NEEDS AND       
 OPPORTUNITIES

3.1  Keys Strengths 

H Our volunteers, members and staff are dedicated and committed and share a common 
vision – supporting those with Parkinson’s.

H We have an excellent track record of working in partnership with other organisations, 
businesses, state agencies and researchers.

H Responsive – we are constantly responding to new needs and opportunities, i.e. in the last 
few years we have established a significant number of new projects based on the needs of 
our members - across the areas of new branches, services, campaigns and research projects.

3.2  Key Needs

H Access to Neurologist – many people with Parkinson’s only have access to a Neurologist 
once or twice a year. However, many people experience health issues during Parkinson’s 
treatment, which require supports and information outside these arranged appointments.

H Nursing – There are 12,000 people with Parkinson’s in Ireland. To serve this population, 
there are currently five Parkinson’s nurse specialists working within the HSE structures. The 
PAI provides a Nurse Call Back Service part-time to alleviate the demands.

H There is a significant demand for more access to physiotherapist and Speech Language 
Therapist classes, counselling services and exercise classes.

3.3  Key Challenges 

H PAI has over 2,000 members. These members are served by local volunteer branches. The 
national office staff is made up of two full time and two part time roles (Manager, Nurse, 
Communication Officer and Office & Helpline Manager). This poses capacity challenges 
particularly in relation to supporting the development of local branches.

H We have an aging membership population. This means that there are increasing needs that 
require more considered and accessible responses.

3.4  Key Opportunities

H Pharmaceutical services, healthcare providers and researchers have an interest in working 
with us.

H Our national membership means we have the opportunity to be even more effective 
fundraisers in order to support increased medical services and research.  

H We have the opportunity to gather data to show what impact we have, this can in turn 
support applications to the state that result in an investment in us, saving them money as 
well as providing better services to our members.

H We aim to continue to grow our membership and further develop our board.
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4  INTRODUCTION - OUR GOALS

Over the next five years our overall strategic goal is to develop The PAI service to better meet 
the needs of people with Parkinson’s, and their family members. A better and stronger PAI 
means responding to the emerging needs of our membership. Namely our membership want 
increased access to high quality health services and more research into Parkinson’s. We intend to 
deliver on these ambitious goals.

As a small self-funding organisation we can’t do this alone. 

We have great strength in working with Health Care providers, Academics and Pharmaceutical 
companies. We intend to extend our partnership approach to find more ways to work with the 
state, and our other key stakeholders. It is our goal that our national importance is recognised 
and that our strong advocacy voice results in more and better services and greater awareness of 
issue related to Parkinson’s in the medical community.

This ensures that we can deliver on our key strategic actions of increasing nursing service 
provision and research and as well as continuing our national helpline, campaigning, newsletters 
and an array of other services, we need to diversify and increase our income. We plan to do 
this through a national fundraising strategy – as well as engaging with the state as a partner 
and funder. In order to engage the state and continue our excellent record of engaging key 
philanthropy partners we need to ensure our governance and financial processes meet new 
guidance and quality standards. We plan to support the national and local branches to meet 
these new requirements.

To achieve our strategic goals we have broken our work down into six strategic actions - each 
of which have a number of steps to be undertaken over the next five years. These actions and 
steps are broken down on the following pages. Also described is the expected outcome of 
each action. Together these describe a stronger, better more sustainable PAI, that builds on our 
strengths to provide even better supports and services for people with Parkinson’s and their 
family members.
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To reach our overall goal of a better, stronger PAI we will work towards achieving the following 
six ambitious strategic actions.

1. Strengthen Governance, Regulation and Membership of The PAI ensuring compliance 
with the Charities Regulator, Code of Governance and Fundraising Principles, working 
towards recruitment of regional officers and to extend the branch network to support this 
work. 

2. Campaign for Better Services for People with Parkinson’s and Promote Information and 
Awareness at national and international levels.

3. Develop National Fundraising Strategy, and full time fundraising role to support 
organisational development, namely research, nursing strategic and governance goals. 

4. Extend National Nursing Service at National Office and lobby for better access to 
nursing, locally.

5. Develop Multidisciplinary Research Network, research strategy and increase funding 
raised for research.

6. Build Evidence of Effectiveness and Value of Our Work through a targeted programme 
of research and data collection.

        Figure 1: diagram showing the relationship between the strategic actions 
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5.1   STRENGTHEN GOVERNANCE,    
 REGULATION AND MEMBERSHIP

Action

Strengthen Governance, 
Regulation and 
Membership of The PAI 
ensuring compliance 
with the Charities 
Regulator, Code of 
Governance and 
Fundraising Principles, 
working towards 
recruitment of regional 
officers to support this 
work. 

Steps
1.  Audit internal structures and 

processes at local and national 
level to determine any areas 
where improvements need 
to be made in order for 
the organisation to meet 
governance, fundraising, and 
management good practice 
and regulatory requirements. 
Develop an action plan to 
address these and monitor 
achievements of steps in plan.

2. Review the branch start 
up pack to support the 
development of new branches 
in light of the new legal 
requirements, and actions in 
the strategy as well as findings 
from the governance review.

3. Run a number of national 
training sessions in relation to 
good governance.

4. To ensure sustainability a 
policy on operating a full 
cost recovery model to be 
developed and implemented.

5. Network manager/s to 
be hired (when funding is 
secured) to support building 
organisational membership 
through local and national 
campaigns and the 
governance development of 
existing and new branches.

6. To develop an awards and 
acknowledgement ceremony 
to showcase the work done by 
our members and volunteers.

7. To seek new Board Members 
following a skills audit. 

Outcomes
The PAI will operate as a 
professional organisation 
complying fully with all 
appropriate codes and 
guidelines showing full 
transparency in all that it 
does. Specifically:

n All systems and processes 
will comply with regulation 
and good practice, the 
organisation will attain the 
Governance Code.

n Financial management of 
the association will comply 
with SORP guidelines 
and with tightly managed 
procedures around 
completion of accounts.

n Organisation will operate 
a full cost recovery model 
for all new projects. 

n A structured reporting 
process will be in 
place to demonstrate 
to donors and other 
interested parties how 
the association utilises its 
funding.

n Awards ceremony to 
acknowledge our many 
volunteers.
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5.2   CAMPAIGN FOR BETTER SERVICES  
 FOR PEOPLE WITH PARKINSON’S,   
 PROMOTE INFORMATION AND   
 AWARENESS

14

Action

Campaign for Better 
Services for People 
with Parkinson’s, 
extend branch network, 
Promote Information and 
Awareness at National 
and international Levels.

Steps
1.  Connect with EU level 

agencies to lobby for increased 
investment in Parkinson’s 
Awareness week.

2. Campaign and lobby nationally 
for increased investment into 
the sector.

3. Undertake public and member 
campaigns in relation to 
new treatments, service 
development and self-
management techniques where 
these have a strong evidence 
base for increasing the efficacy 
of treatment or reducing 
inpatient stays.

4. Deliver focused information 
sessions and conferences 
throughout the country 
targeting GPs, pharmacists, and 
health care professionals as well 
as people living and affected by 
Parkinson’s. 

5. Access funding to develop 
an online or blended training 
course for medical professionals.

6. Increase the use of social media 
networks and develop regular 
radio/ television, and newsprint 
coverage to reach those with 
Parkinson’s.

7. Develop support structures 
for Ambassadors and patient 
advocates. Pilot and evaluate 
this initiative.

8. Continue to work in partnership 
with Global, EU, National and 
Local organisations who share 
our goals.

9. Review and develop our 
communication strategy with 
members.

Outcomes
Stronger relationship at EU 
and national level.

New strategic projects and 
relationships.

Increased awareness of 
campaign issues and 
measurement of this change 
in awareness.

Increased awareness and 
knowledge of Parkinson’s 
related issues for 
professionals.

Increase in printed media, 
social media hits and radio 
time.

Ambassadors and patient 
advocates in place.

Increase state service for 
people with Parkinson’s as a 
result of our campaigning and 
lobbying.

Online Parkinson’s training 
course developed and course 
completed by a number of 
GPs and nurses.

A Parkinson’s branch 
operating in all 26 counties.



5.3   DEVELOP A NATIONAL AND    
 LOCAL FUNDRAISING STRATEGY   
 AND CAPABILITIES IN ORDER TO   
 ACHIEVE STRATEGIC PRIORITIES

Action

Develop National Fundraising 
Strategy, and full time 
fundraising role to support 
organisational development, 
research, nursing strategic 
and governance goals.

Steps
1. Develop a new fundraising 

policy, in consultation 
with members, that 
ensures good practice in 
fundraising and supports 
attainment of strategic 
goals, and which identifies 
any issues and appropriate 
responses to these. 

2. To employ a fundraising 
manager and develop 
a strategy (targeted at 
philanthropy, EU, state, as 
well as public fundraising 
events and business 
sponsorship) to increase 
income at national level in 
order to achieve strategies 
actions – namely research 
and nursing actions.

3. Engage with HSE / 
Department of Health 
to secure funding 
development of national 
and regional services 
namely support roles for 
regional development and 
extension of the nursing 
role.

Outcomes
New policy developed in 
consultation with members. 
All fundraising activities 
at both national and local 
branch level will comply with 
the fundraising principles and 
accepted good practice.

Increase fundraising by 20% 
each year.

New roles in place where 
funding has been accessed.

Increase in awareness of 
Parkinson’s and The PAI and 
their work.
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5.4   EXTEND NATIONAL NURSING    
 SERVICE

Action

Extend National Nursing 
Service in National Office 
and work with Branches to 
improve Nursing access 
locally.

Steps
1. To undertake research 

with our members to 
identify service gaps and 
outstanding needs of our 
members, this will support 
our engagement and 
advocacy with HSE.

2. Access additional funding 
to increase nurse hours 
and develop a policy to 
ensure an even spread of 
resources nationally.

Outcomes
Research report on the needs 
of our members. 

Increased nursing support 
for people with Parkinson’s 
across Ireland.
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5.5   DEVELOP MULTIDISCIPLINARY   
 RESEARCH NETWORK

Action

Develop Multidisciplinary 
Research Network, 
research strategy and 
increase funding raised 
for research as part of this 
strategy.

Steps
1. All Ireland Parkinson’s 

Research network to be 
established with academics, 
pharmaceutical companies. 

2. Identify a research strategy 
that is most likely to 
contribute to finding a cure 
for Parkinson’s. 

3. Actively engage as part of 
international research efforts. 

4. Raise funding for targeted 
projects.

5. Report to membership on 
research progress.

Outcomes
Increased research, which 
is linked to international 
research programmes, and 
can thereby speed the 
process of finding a cure to 
Parkinson’s.

Increased spend on research 
with clear communication and 
feedback to donors.





195.6   BUILD EVIDENCE OF      
 EFFECTIVENESS AND VALUE    
 OF OUR WORK

Action

Build Evidence of 
Effectiveness and Value 
of Our Work through a 
targeted programme 
of research and data 
collection.

Steps
1. Develop a logic model on key 

areas of work and begin data 
collection to better show our 
work and the impact of this.

2. Undertake targeted research to 
explore the impact and value 
provided by The PAI. 

3. Develop our Client Relationship 
Management System (an 
electronic database that records 
important information) and staff 
capacity to collect information in 
order to produce useful reports 
on what we do and the impact 
we have. 

Outcomes
A better understanding 
of where The PAI provide 
good value and how we can 
increase the value we create 
for our members.

Be able to effectively 
communicate how we can 
save the state money and 
how our service provides a 
good return on investment.  



STRATEGIC ACTIONS

To reach our overall goal of a better, stronger Parkinson’s Association we will work towards 
achieving the following six ambitious strategic actions.

1. Strengthen Governance, Regulation and Membership of the Parkinson’s Association 
ensuring compliance with the Charities Regulator, Code of Governance and Fundraising 
Principles, working towards recruitment of regional officers  and to extend the branch 
network to support this work. 

2. Campaign for Better Services for People with Parkinson’s and Promote Information and 
Awareness at national and international levels.

3. Develop National Fundraising Strategy, and full time fundraising role to support 
organisational development, namely research, nursing strategic and governance goals. 

4. Extend National Nursing Service at National Office and lobby for better access to 
nursing, locally.

5. Develop Multidisciplinary Research Network, research strategy and increase funding 
raised for research.

6. Build Evidence of Effectiveness and Value of Our Work through a targeted programme of 
research and data collection.

        Figure 1: diagram showing the relationship between the strategic actions 

PARKINSON’S ASSOCIATION OF IRELAND
National Office: Carmichael House, North Brunswick Street, Dublin 7, Ireland. 

Tel: 00 353 1 872 2234 Fax: 00 353 1 872 5540
PAI is a registered charity with limited liability. 

Company Reg. No. 123532. Charity Reg. No. CHY 10816. Registered address as shown

National Freephone Helpline 1 800 359 359   www.parkinsons.ie    Email: info@parkinsons.ie

Thank you to the Board of Directors, Members of Staff of The PAI, Branch Committees, 
Branch Members, Committee Members, Volunteers and all our Funders for their 

continuous commitment to The PAI.
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