
The EPDA’s groundbreaking multi-stakeholder 
initiative for people with Parkinson’s disease 
and their families, and how you can help to 
make it a success.

 

 Positive Progress for 
PeoPle with Parkinson’s
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about Parkinson’s disease 

My PD Journey is supported by

about Parkinson’s disease

Parkinson’s is a progressive, chronic 
and complex neurodegenerative 
disease that has no cure. It 
affects all aspects of daily living 
and is one of the most common 
neurodegenerative diseases. The 
effects of Parkinson’s invariably 
involve the physical, cognitive and 
psychological domains, and impact 
across nearly every cultural, social 
and economic boundary.

Parkinson’s occurs as a result 
of the destruction of nerve cells 
in the brain that produce the 
neurotransmitter dopamine. Due to 
this lack of dopamine, messages in 
the brain fail to transmit smoothly 
to the muscles, resulting in 
difficulties controlling movement.  

High disease prevalence in Europe   

There are currently more than 1.2 million 
people living with Parkinson’s in 
Europe and this number is forecast 
to double by 2030 primarily as a 
result of the ageing population. The 
average age of onset is 60 years, 
although more than one in 10 people 
are diagnosed before the age of 50. 
It is important to remember that 
Parkinson’s can affect anyone.

An important economic impact   
On average, the cost per patient in 
Europe is approximately €11,0001, 
with the total estimated annual cost 
of Parkinson’s amounting to €13.9 billion.  
This figure will increase as the 
number of people with Parkinson’s 

in Europe continues to grow. The 
annual cost of Parkinson’s per person 
increases as the disease becomes 
more severe, while non-motor 
symptoms are a major source of 
hospitalisation and institutionalisation 
– both key cost-drivers in Parkinson’s 
care. There are also the indirect costs 
of the disease to consider – these 
come as a result of reduced earnings 
of both the person with Parkinson’s 
and their family carer(s), combined 
with the hidden costs associated with 
their resulting loss of productivity.  

Symptoms  
The severity of Parkinson’s will 
differ from person to person as 
every case is different. The disease 
is predominantly characterised by 
problems with body movements 
– known as motor symptoms. 
These symptoms include tremor, 
rigidity, bradykinesia and postural 
instability. However, Parkinson’s is 
also associated with symptoms that 
are not directly related to movement, 
including loss of sense of smell, 

sleep disturbances, gastrointestinal 
complications, constipation, 
swallowing disorders, anxiety, 
pain, fatigue, depression, sexual 
dysfunction, hallucinations and 
psychosis, impulse control disorders, 
cognitive impairment and dementia. 

Barriers to treating Parkinson’s  
Treatments are available for a 
number of aspects of Parkinson’s 
but are not yet accessible for all. 
There are significant impediments 
to individualised care, which is 
essential because Parkinson’s affects 
everyone differently. Barriers include 
inaccurate and delayed diagnosis of 
patients (some have to wait more 
than five years for their diagnosis 
when guidelines recommend it 
should take six months). Even people 
who are correctly diagnosed will 
need medication for the rest of their 
lives; however, these treatments can 
lose their effectiveness with time, 
and often cause unpleasant side 

effects.  The lack of a 
holistic approach 

to treatment 
(including 
physiotherapy, 
for example) is 

also a significant 
hurdle to overcome.

PARKINSON’S 
HAS NO CURE

1.    Gustavsson A, Svensson M, Jacobi F, Allgulander 
C, Alonso J, Beghi E, et al. Cost of disorders 
of the brain in Europe 2010. European 
Neuropsychopharmacology 2011;21(10):718-79.
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about My PD Journey

My PD Journey is a multi-stakeholder initiative for people with Parkinson’s in 
Europe, led by the European Parkinson’s Disease Association (EPDA). 

The initiative involves representatives across the entire Parkinson’s disease 
community – including European umbrella healthcare organisations, high-
profile European Parkinson’s specialists, people with Parkinson’s, carers and 
members of the multidisciplinary healthcare team, among others. 

My PD Journey aims to create a sustainable environment that ensures 
people with Parkinson’s receive optimal and timely access to appropriate 
diagnosis, treatment and care throughout the progression of their disease.

Vision  To enable all people with Parkinson’s to live a full life

Mission  Tailored care for people with Parkinson’s and their families 

Strategy  To achieve its mission, My PD Journey aims to:

Three concrete My PD Journey 
projects are being carried out in 2015:  
1. The European inventory is a 
research project that aims to identify 
where gaps in the current Parkinson’s 
care pathways exist and seek out 
national examples of good practice that 

could be replicated in other regions. 
The research consists of primary 
(qualitative and quantitative) and 
secondary evidence. A series of Europe-
wide ‘good practice’ recommendations 
have been developed following in-
depth analysis of the research.  
(see page 10-25)

2015 project:  
the European inventory

2015 project:  
the composite scale

Ongoing:  
building national coalitions

about My PD journey

Understand
the different  
hurdles that negatively 
impact treating 
the progression of 
Parkinson’s

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

Implement
the My PD  
Journey solutions

2.  A completely new and easy-
to-use composite scale for people 
with Parkinson’s is being developed 
by key Parkinson’s clinicians. The 
new scale will be used globally and 
will be the most effective method 
for determining the severity of 
Parkinson’s symptoms. The scale will 
be designed to be uncomplicated 
and simple enough to understand by 
all healthcare professionals as well 
as people with Parkinson’s. The scale 
will score motor symptoms such as 

dyskinesia, tremor, balance and gait, 
and non-motor symptoms such as 
fatigue, urinary issues, pain, memory 
and depression. 

3.  Building national coalitions 
of Parkinson’s stakeholders 
across Europe, which will seek 
to establish their own tailored 
models of comprehensive care 
management for Parkinson’s that 
meet the needs of their unique 
national healthcare systems.

National Parkinson’s disease 
coalitions in place

National Parkinson’s disease 
coalitions in development
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The primary research included a 
survey and in-depth interviews across 
11 European countries with people with 
Parkinson’s, their carers and healthcare 
professionals. The countries were 
Denmark, France, Germany, Hungary, 
Ireland, Italy, the Netherlands, Slovenia, 
Spain, Sweden and the UK. 

The primary research survey aimed to 
provide a ‘snapshot’ of the therapies, 
treatments and management that 
people with Parkinson’s and their 
carers had access to within the 
selected countries. In addition, the 
interviews aimed to gain an in-
depth understanding of people with 
Parkinson’s and carers’ experiences 
of their national healthcare systems, 
and what treatments and therapies 
had benefited them the most. By 
gaining insights into the current 
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introduction to the european 
inventory research

The first major My PD Journey activity is the development of a ‘European 
inventory’ that is designed to identify where gaps in Parkinson’s care 
currently exist and seek out national examples of good practice that could 
be adopted in other regions. Independent research organisation Millbank was 
commissioned to conduct the primary and secondary research.

Primary research

Survey

In-depth interviews

1,776
RESPONDENTS

11
COUNTRIES

194
RESPONDENTS

25-90
YOUNGEST TO  

OLDEST PATIENTS

58
AVERAGE AGE  
OF DIAGNOSIS 

98
HEALTHCARE 

PROFESSIONALS

19%
EMPLOYED

5
PEOPLE WITH PARKINSON’S 

AND 3 CARERS FROM  
EACH COUNTRY*

situation and by understanding 
the unmet needs, we believe cost-
effective recommendations can be 
made to enhance the quality of life of 
all people affected by the disease. 

Methods  
In order to determine what is 
happening and when – as well as why 
this might be the case – a mixed-

methods approach was adopted, 
including both qualitative and 
quantitative methods. In addition to 
a questionnaire-based survey, semi-
structured in-depth individual and 
paired interviews were carried out 
with people with Parkinson’s, carers 
and healthcare professionals. 

Participants  
A total of 1,776 respondents took part 
in the survey across the 11 European 
countries. 54% of the respondents 
were male. The average age at 
diagnosis was 58 years, with the 
youngest aged 25 and oldest aged 
90 years. Only 19% of those surveyed 
were currently employed and, when 
asked to describe the area in which 
they live, 19% of all respondents 
stated rural and 37% said towns. The 
remaining 44% said they lived in cities. 

For the qualitative interviews, 194 
people took part, including at least 
five people with Parkinson’s and 
three carers from each country. Of 
these, 98 healthcare professionals 
were surveyed, including neurologists 
specialised in Parkinson’s, general 
practitioners, Parkinson’s disease 
nurse specialists, physiotherapists 
and occupational therapists. 

*In some countries more than five people with 
Parkinson’s and three carers were interviewed
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introduction to the european inventory research

“The secondary  
research identifies 
compelling examples 
of good practice from 
existing care pathways, 
care systems, 
feedback from 
multiple Parkinson’s 
stakeholders, and a 
literature review”

Secondary research  
The secondary research identifies 
compelling examples of good 
practice from existing care 
pathways, care systems, feedback 
from multiple Parkinson’s 
stakeholders, and a literature review 
of unpublished ‘grey’ literature. 
It also compiles evidence-based 
recommendations from existing 
academic and scientific research 
papers, and relevant European and 
international guidelines. 

The findings present a more 
comprehensive picture of 
Parkinson’s care and management 
within Europe compared with 
previous studies. It provides a 
strong foundation that will influence 
future My PD Journey discussions 
and activities.
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My PD Journey finding

 
Personalised approach to treatment and careThe survey revealed that the more frequently people 

with Parkinson’s had their treatment reviewed, 
the greater their satisfaction with their disease 
management. 

 

 

People with Parkinson’s should receive a 
personalised approach to treatment and care – one 
that is tailored to individual needs and preferences.

 

“I hope they find a cure or the 
right medical dose. Doctors 
shouldn’t be guessing, they 
should be better with making 
decisions about the prescribed 
medicine and the side effects 
they cause. The disease is 
something extremely individual” 
(Person with Parkinson’s, Denmark)

My PD Journey recommendation

MY PD JoUrneY finDings anD reCoMMenDationsMY PD JoUrneY finDings anD reCoMMenDations
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My PD Journey finding

Quick access to appropriate healthcare professionals 
with a specialty in Parkinson’s

General practitioners did not always suspect 
Parkinson’s when a patient displayed a tremor or 
other motor symptoms. Additionally, if the person 
affected was young and/or did not have a tremor, 
they often delayed asking for help.

People with Parkinson’s should have access to 
appropriate healthcare professionals with a specialty 
in Parkinson’s and be referred within six months. This 
should apply to both the diagnosis (by a neurologist 
or doctor with a special interest in Parkinson’s) as 
well as the continued management and review of 
the disease (by a multidisciplinary team of experts).

 

“I was diagnosed two and a 
half years ago, although I had 
had it for five years. I went to 
14 appointments with different 
neurologists and they all failed 
to recognise I had the disease”  
(Person with Parkinson’s, Italy)

My PD Journey recommendation

MY PD JoUrneY finDings anD reCoMMenDationsMY PD JoUrneY finDings anD reCoMMenDations
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My PD Journey finding My PD Journey recommendation

A Parkinson’s disease healthcare professional needs 
to be continuing point of contact  

The highest satisfaction rating was indicated where 
a Parkinson’s disease nurse specialist (PDNS) acted 
as a disease coordinator. People with Parkinson’s 
appreciated the PDNS fulfilling such a role as they 
often found the nurse easier to talk to, and were more 
available than neurologists to take calls.

People with Parkinson’s and their carers should have 
access to a Parkinson’s disease healthcare professional 
who is trained to monitor and manage the disease 
progression, be a continuing point of contact for 
support (including home visits) when appropriate, and 
provide a reliable source of information about clinical 
and social issues.

“He [PD nurse] is an absolute 
godsend. It is great, as a carer, to 
be able to pick up the phone and 
get advice” (Carer, Ireland)

“A broad coverage of PD nurses 
would improve the quality of life for 
patients enormously because they 
would create capacity, especially 
psychologically, to deal with serious 
cases” (Healthcare professional, Germany)

MY PD JoUrneY finDings anD reCoMMenDationsMY PD JoUrneY finDings anD reCoMMenDations
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My PD Journey finding

Coordination between primary and secondary 
healthcare professionals needs to be improved 

A frequent cause of complaint was the lack of 
communication between the multidisciplinary team 
members, and communication between the primary 
and secondary care sectors.

It is essential that coordination and communication 
between primary and secondary healthcare 
professionals is significantly improved and monitoring 
methods be developed. This will ensure that care plans 
for people with Parkinson’s remain consistent, regular 
and cohesive, resulting in their individual needs and 
preferences being met.

 

“They [general practitioners] 
often manage the first year 
of care then refer them to 
us when things deteriorate 
and they do not know what 
medication to use next”   
(Healthcare professional, Ireland)

My PD Journey recommendation

MY PD JoUrneY finDings anD reCoMMenDationsMY PD JoUrneY finDings anD reCoMMenDations



19

www.mypdjourney.com

18

MY PD JoUrneY

My PD Journey finding

Training about Parkinson’s for healthcare professionals 
needs to be improved  

■	 Many healthcare professionals highlighted that 
huge improvements are needed in the way people 
with Parkinson’s medications are administered in both 
nursing homes and hospital wards.  

■	 The general practitioners admitted that they were 
not experts in the disease due to the limited number 
of people with Parkinson’s attending their surgeries. 
This reinforced the view of other, more specialised, 
healthcare professionals who did not feel that it was 
a good use of resources to train general practitioners 
in Parkinson’s as they did not see enough Parkinson’s 
patients to be productive. 

Improved training about Parkinson’s for 
professionals working in nursing homes and 
general hospital wards is essential.

“We should get information 
or training on how to behave 
with the patient, because I tell 
you, sometimes I run out of 
patience”    
(Carer, Slovenia)

My PD Journey recommendation

MY PD JoUrneY finDings anD reCoMMenDationsMY PD JoUrneY finDings anD reCoMMenDations
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My PD Journey finding

All information concerning the management and 
treatment should be available for people with Parkinson’s

When the diagnosis is given, most people reported 
being in shock. Subsequently, they could not 
always remember what information they had been 
given during their initial appointment. Most would 
prefer for a follow-up appointment to be arranged 
(within a week) to discuss all the medication 
options and possible side effects, in addition to 
symptom management.

People with Parkinson’s and their carers should 
receive all relevant information concerning the 
management and treatment of their disease, enabling 
them to make informed decisions. In particular, 
patients should receive:

■		an appointment with a healthcare professional within 
two weeks of their initial diagnosis (if possible)

■		information on relevant support organisations and 
services. 

“At first it was a relief as once you  
have a name for it, you can start to 
deal with it but we knew nothing 
about it. She said it was a progressive 
disease so we had to go home and 
educate ourselves about it and, of 
course, we went through all the 
different stages”  
(Person with Parkinson’s, Ireland)

My PD Journey recommendation

MY PD JoUrneY finDings anD reCoMMenDationsMY PD JoUrneY finDings anD reCoMMenDations



At the EU level, My PD Journey  
calls upon: 
1. The European Commission to 
continue supporting and funding 
projects that would help to ensure 
the continuous improvement 
of diagnosis and treatment of 
Parkinson’s, such as EuroPa (the 
European Cooperative Network for 
Research, Diagnosis and Therapy 
of Parkinson’s Disease). 

2. The European Commission – in 
cooperation with pan-European 
organisations, such as the EPDA, 
Eurocarers, European Patients 
Forum etc., and key stakeholders 
at a national level – to promote the 
development of reference networks 
for Parkinson’s.  Reference networks  
are set out by the Cross-border 
Healthcare Directive and seek to 
facilitate improvements in access 
to diagnosis and delivery of high-
quality, accessible care. The reference 
networks can also provide the 
framework for appropriate training for 
Parkinson’s healthcare professionals. 

3. The European Commission – in 
cooperation with relevant European 
organisations, such as the EPDA and 
Eurocarers – to support and fund the 
development of national Parkinson’s 
registries and data collection 
tools to better inform diagnosis, 
treatment and care strategies. 

 4. The European Commission – in 
cooperation with relevant European 
organisations, such as the EPDA, 
Eurocarers and others – to support 
information dissemination and 
education about Parkinson’s. This 
would improve knowledge of the 
benefits of early and appropriate 
diagnosis, treatment and care as 
well as reduce stigma. Information 
dissemination could be realised 
through the organisation or 
supporting of events or conferences, 
for example. 
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eU PoliCY reCoMMenDations

eU PoliCY reCoMMenDations

5. The European Commission to 
support the setting up of National 
Contact Points in countries that 
will ensure transparent information 
provision to patients. This should 
ensure that national governments 
fully implement the Cross-border 
Healthcare Directive in order to promote  
patient-centred care and equity of 
access to individualised treatment.      

6. The European Parliament to 
adopt a Written Declaration to 
initiate political discussion on 
Parkinson’s disease in Europe. This 
will follow up the draft written 
declaration on neurodegenerative 
diseases that was prepared in 2013. 

“The European  
Commission should 
continue to support and 
fund projects that would 
ensure the continuous 
improvement of diagnosis 
and treatment of 
Parkinson’s”
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national policy recommendations

In November 2015, My PD Journey 
will hold a second Brussels event to 
present further results and analysis 
from the European inventory research 
and outline what the national 
coalitions have done to begin working 
on some of the recommendations 
contained in this report. A number of 
our national coalitions have already 
begun addressing some of the 
barriers identified in this research, 
and the event in November will 
showcase what they are doing in 
partnership with people living with 
Parkinson’s disease. 

We will continue to engage 
with MEPs and other European 
stakeholders throughout the 
year, providing updates on key 
developments as they occur at a 
country level. The November event 
will give stakeholders an opportunity 
to assess My PD Journey’s progress 
to date and represent a forum 
to discuss how EU health policy 
and relevant EU organisations 
can support timely access to 
appropriate treatment and care 
for people living with Parkinson’s 
in Europe.

At a national level, My PD 
Journey calls upon: 

1. National governments to 
implement early intervention 
strategies and support funding 
to ensure timely diagnosis and 
appropriate management for 
people with Parkinson’s.  

2. National governments – in 
cooperation with key stakeholders 
and national carer organisations – 
to develop policies and incentives 
that provide support programmes 
to carers in the disease 
management process. 

3. National governments – in 
cooperation with key stakeholders  
– to support and develop  
Parkinson’s-related training 
programmes for professionals 
working in nursing homes and 
general hospital wards.

4. National governments – in 
cooperation with key stakeholders 
– to foster the development of 
multidisciplinary partnerships 
between healthcare providers, 
community and health planners, 
patients and carers. This will 

encourage an integrated care 
approach and stimulate the sharing 
of good practices relating to the 
management of Parkinson’s. 

5. National governments – in 
cooperation with key stakeholders 
– to develop and encourage 
monitoring methods to ensure 
people with Parkinson’s are 
receiving appropriate diagnosis, 
management and support 
throughout their disease journey. 

6. National governments – in 
cooperation with key stakeholders 
– to develop policies and incentive 
mechanisms to foster the training 
and involvement of healthcare 
professionals specialising in  
the Parkinson’s disease 
management process.  

7. National governments – in 
cooperation with key stakeholders 
– to support and fund data 
collection projects through the set 
up of national Parkinson’s registries 
(supported by the EU). This will help 
to better understand and measure 
the economic and personal burden 
of the disease on healthcare systems 
and society as a whole.

8. National governments – in 
cooperation with key stakeholders 
– to develop or update national 
guidelines to support clinical 
decision making for: 

■	 diagnosis 

■	 information provision to patients

■	 	timely and appropriate referral 
and access to expert healthcare 
professionals

■	 	a personalised approach to 
treatment and use of latest 
technologies

■	 	improved communication 
between primary and secondary 
care professionals

“National governments 
should implement early 
intervention strategies 
and support funding to 
ensure timely diagnosis 
and appropriate 
management for people 
with Parkinson’s”



The EPDA is the only European 
Parkinson’s disease umbrella 
association. We represent national 
Parkinson’s associations in 36 
countries across Europe and 
advocate for the rights and needs 
of more than 1.2 million people with 
Parkinson’s and their families. 

Our vision: To enable all people 
with Parkinson’s to live a full life

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

By working with our key stakeholders, we aim to:
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about the ePDa 

TO LIVE A  FULL LIFE
SEARCH FOR A CURE

what does the ePDa do?



For further information about My PD Journey, please contact us at: 

politicalaffairs@epda.eu.com

www.epda.eu.com


