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STRATEGY & STRUCTURE 

 

Pain Alliance Europe (PAE) was founded in 2011, during a European Parliament (EP) meeting 
hosted by Member of the European Parliament (MEP) Marian Harkin, with the mission “To 
Improve the quality of life of people living with chronic pain”. 
 
The Board of Directors of PAE is thereby authorized to organize or to collaborate in activities 
in order to achieve the main strategic goals of PAE, to: 
 

• promote awareness about chronic pain  
 

• promote a European policy on chronic pain  
 

• reduce the impact of chronic pain on the European society on all areas.  
 
Since its foundation PAE has taken important steps towards achieving these goals, and is 
working on the next stages which are needed to accomplish its final mission. What PAE has 
achieved to date has been made possible with the important help and support of the 
members, other stakeholders and sponsors. 
 
In order to develop further, PAE needs solid organizational grounds and determined members 
and leaders supported by professional staff/secretariat. In recent years, PAE has been 
successful in putting this in place, and sustaining this structure with the support of its 
sponsors. Hence PAE has the logistical support which is necessary to work on its strategic 
goals. 
 
Before looking at the strategic goals more in detail, it is important to highlight that these 
objectives are not stand-alone items. They all have an influence on and interaction with each 
other. 
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PAE STRATEGIC GOALS 
 

 
1.  Promote awareness about chronic pain 

 
As a European Association, PAE’s first objective is to raise awareness at a European level, in 
such a way that national associations can also benefit from this and may use the results for 
their own national awareness campaigns. 
 
Active Public Affairs 
 
An organization can raise awareness only if it is known by the people who can make a 
difference. During the past years, PAE has managed to gain recognition in several European 
institutions such as DG SANCO (Directorate General for Health and Consumer Affairs), 
European Economic and Social Committee (EESC) and the European Medicine Agency (EMA), 
at meetings in which PAE took part and was requested to give advice as patient experts on 
(chronic) pain matters. 
 
Further, PAE has gained recognition by MEPs because it has participated in several events 
during the past years. It was also able to organize its own events in the European parliament. 
 
Moving on with its public affairs strategy, PAE is opening a path that will benefit both its 
members (national associations) and their own members in turn. 
 
For raising awareness, PAE is allying with healthcare professionals to strengthen the 
relationship between both parties. These include, for instance, EPF (European Pain Federation 
EFIC®), EULAP (European Pain League), EULAR (European League Against Rheumatism), and 
ENA. Although progress has been made, the process itself is time consuming and requires a 
lot of patience. 
 
For raising its profile with stakeholder communities, PAE also attends as many relevant events 
as possible and grabs the opportunity to ask and be asked questions, to show that PAE is active 
and to make sure to leave a mark in official reports. 
 
 

2.  Promote a European policy on chronic pain 
 
PAE acts to influence European policy with regard to chronic pain. 
 
First, one must understand that the European Union in its current format and structure has 
no direct influence on the national healthcare systems in the EU countries. What can be done 
by the EU is to provide data and advice on best practices in order to improve the national 
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systems or to make them more efficient and in turn, more “profitable”. 
 
The role of PAE could be substantial in ensuring that the European Commission and Council 
receive all the relevant data. PAE can address this with DG SANCO and find out what the 
bottlenecks are which might delay the EU from bringing out advice on chronic pain. It can 
point out to DG SANCO, to the health care commissioner, to MEPs and to the European Council 
the huge medical, economic and social impact that chronic pain has nowadays. PAE can also 
ask for European research on this. 
 
PAE has done all these things in the past years, as have all the other stakeholders. We realise 
that health is becoming more and more an issue on the European agenda both during the past 
presidency of Italy and during the current presidency of Latvia. 
 
PAE will also try to focus more on those areas where the EU has more influence such as social 
security and employment. 
 
 
 

3.  Reduce the impact of chronic pain in all areas of European society 
 

As stated above, PAE has brought this issue to the attention of the policy makers. 
 
Together with ACN (Active Citizenship Network) and Grünenthal, PAE ran the Pain Patients 
Pathway Recommendations project to get more data on the impact of chronic pain. Those 
who have read it would agree that the situation needs improvement and this has also been 
agreed by MEPs, by the SIP symposium and by all stakeholders. However, to date, the 
improvements are minimal. Results of this project are still being communicated to different 
governments. 
 
There has been some important improvement in Ireland which is the first country to have 
chronic pain recognized as a medical specialty and in Italy which has a law on pain. Several 
initiatives have been taken at a regional level in other countries, which should be acclaimed. 
Nevertheless, no fundamental substantial improvements in the position of chronic pain 
patients across Europe have been made. 
 

 
THE WAY AHEAD 

 
So, although a lot has been done and achievements have been made, there is more work 
ahead of us. This is yet another reason to combine forces: PAE has experienced the fact that 
working together as a team with various stakeholders and focusing on the general issues has 
more impact on the European policy makers than trying to fight on its own for a specific 
condition. 
 
The PAE leaders have deliberated on the above, and the questions which are raised.  They 
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know how hard the board members and secretariat of PAE have been working.  They realize 
that what has been achieved needs to be made evident to PAE's charity members and these 
charities’ members. PAE will strive to achieve more visibility so as to achieve more impact for 
these chronic pain patients. 
 
In view of this and realizing that the traditional sponsors of PAE are experiencing more and 
more financial pressure, board members have been thinking about the future and what PAE, 
with limited resources , can do to improve the situation. 
 
 
Of course this will only happen with the agreement of the General Assembly of Pain Alliance 
Europe. 
 
The activities for 2016 and beyond are divided in two areas: 
 

1. General activities such as website, newsletter, questionnaires, finding sponsors, 
attending relevant events and gaining more awareness for chronic pain as has been 
happening so far.  

 
2. New projects and activities.  

 
 
 

1. General activities.  
 
Although general activities are listed in a single sentence above, they do take a lot of time 
and/or a lot of knowledge and energy to achieve. This is why it is so important that we have a 
good operational secretariat which is able to support the organization in all circumstances. 
 
Responsibility for these basic activities is divided amongst the board members: 
 
Liisa, beside being the vice-president, focuses on the digital communication with members. 
She is involved with putting together questionnaires and improving communication through 
the website. 
 
Viorica is the honorary treasurer and as such handles the financial activities. In May 2014, in 
Istanbul, she was accepted into the scientific committee of ENS, which for the first time, 
included a patient representative in their board. 
 
Mariano is the liaison with the civic associations. 
 
Sole is involved with the EMA and EUPATI. 
 
Marian, besides being the honorary secretary, overlooks the internal and external 
communications making sure that everyone understands the message in the same way. 
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Hilda is going to use her expertise in the scientific field to improve the relationship of PAE with 
the scientific world in order to improve and/or to increase the research on chronic pain in all 
its areas including the classification of chronic pain in the ICD (International Classification of 
Diseases). 
 
Joop, as the president, will keep an overview and will act as reference for the board members. 
He also acts as first contact point for the stakeholders and represents PAE in significant events 
wherever possible. 
 
All the board members receive the support of the Secretariat team who also act as a liaison 
with the European Parliament. 
 
Together we set the strategic direction for PAE – how it should develop and what the main 
objectives will be. 
 
 
A current campaign is how PAE can support the growing group of ‘the ageing population with 
chronic pain’. This is a major topic not only in Europe as a whole but in each EU country 
individually: what policy should be developed for people in view of the decreasing availability 
of homes for the elderly, the increase of the need for homecare and the growth of the ageing 
population together with the increase in single-person households. The European project 
“Healthy ageing” was a good start. A few years ago, PAE gave a presentation to the committee 
formed by the European Economic and Social Committee (EESC) which had the task of 
producing a plan of action on active aging, which expressed the need for action.  
 
PAE also collaborated with Federanziani in this area. PAE was present at their symposium last 
year and had an input on the creation of the EUROPEAN CHARTER OF THE RIGHTS OF CITIZENS 
OVER 65 WITH CHRONIC PAIN which will be continued during an EP event later this year.  
 
 

2.  Ongoing activities / New activities 
 
Besides all the general activities listed above, the board feels there is more to be done to 
create further awareness and visibility for chronic pain and for PAE and its mission: 
 
 
      Ongoing activities: 
 
The “Interest Group on Brain, Mind and Pain” 
 
Together with EFNA (European Federation of Neurological Associations), PAE formed an 
Interest Group in the European Parliament on Brain, Mind and Pain. Recently, since the 2014 
elections, we have had a scoping meeting with interested parties, we have been contacting 
MEPs and working on a strategy which will provide the most visibility for PAE, and the best 
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option for us to achieve results. We organized a promotional event in  Strasbourg which 
resulted in 45 MEPs signing the register of supporters. We had the launch of this Interest 
Group on February 24 with almost a hundred participants.  
 
We are discussing this strategy with three MEPs who have given us their commitment to act 
as co-chairs of the new Interest Group: Marian Harkin, Jeroen Lenaarts, Daciana Octavia 
Sarbu. The plan is to have three meetings a year to discuss the general topics that Brain Mind 
and Pain patients are dealing with: stigma, social and economic issues, medical problems and 
research topics. These will be targeted as both social and economic issues.  
Next meetings will June 24, October 2015 and February 2016  
 
Press conferences on the outcome of the PPPR project 
 
On November 17th 2014, we announced that there would be a press conference on the 
outcome of the PPPR project to give more information about the project outcome, the 
recommendations and chronic pain. This will a kick-off for several national press conferences 
on the same topic which will be more focused on the national data and local participants. The 
details will be worked out after the press conference so we are able to adjust the concept if 
necessary. This would happen in the first half of 2015. Following the press conference, we 
have to evaluate if there could be a follow up on this. 
The national press conferences in Finland, the Netherlands and Spain are in preparation. 
 
 
Coalition on chronic pain.  
In the past year PAE was challenged by DG SANCO to take the initiative to lay out guidelines 
for the treatment of chronic pain in Europe.  
      
After the first meeting there was total silence from the partners. Partly because of personal 
circumstances, partly because of inability to see beyond personal interests. PAE will keep 
trying to make this happen as we find it very important. However we do see this will take a lot 
of patience.  For this purpose PAE will participate in EULAP and the patient academy of EFIC 
 

New activities: 
     
PAE understands the need to have new projects in order to provide more data for raising 
awareness and supporting our cause. Therefore the board suggests undertaking a couple of 
new projects in which it will ask for your support in providing data. The projects will be 
discussed and explained during the General Assembly of June 23. 
 
 
 
The projects are: 
 

• The Patients’ Burden project (PPB)  and 

mailto:info@pae-eu.eu
http://www.pae-eu.eu/
https://twitter.com/pain_europe
https://www.facebook.com/PainAllianceEurope


 

 

Page 7 of 7 
 

Pain Alliance Europe aisbl. Grensstraat 7 Box 3 1831 Diegem, Belgium. Tel: +32 27250151 info@pae-eu.eu 
www.pae-eu.eu  .aisbl 0843.498.142 .IBAN BE26 7350 2992 8629 .BIC KREDBEBB 

Follow us on Twitter @pain_europe and visit us on Facebook https://www.facebook.com/PainAllianceEurope 
 
 

the voice of people with chronic pain  

 
• The Pan-Europe Pain Treatment Evaluation project (PEPTE) 

 
PAE will also collaborate with ACN on a project which also will be explained during the General 
assembly. It will be a project on Chronic disease. 

  
 

Conclusion       
 

Your association has ambitious plans to create a better environment for the chronic pain 
patients across Europe. We only have a chance of achieving these if we can get the support of 
you the members, and of your members. Your voice and their voice should come through at 
European level. We can make sure MEPs and European institutions hear the noise that we 
create together. 
 
To realize all the above, the other stakeholders in chronic pain will be asked to support these 
activities by providing scientific, logistical or financial support. This, of course, will mean that 
we will participate in events or actions that stakeholders may organize in the chronic pain 
field. 
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