
2015 OPERATIONAL PLAN 

Introduction 

Dear reader , 

In this small booklet you may find all kind of infor-

mation on what the plans are for 2015—a year 

which again looks to be crucial for Pain Alliance 

Europe. So, although a lot has been done and achievements have been made, 

more work is lying 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 Euro-

pean policy makers than trying to fight on its own for a specific condition. 

As the PAE leaders were thinking this over and considering the questions 

raised, they realized that PAE has been working very hard and with long 

hours. Still, a lot more could be showcased to members and members’ mem-

bers. PAE will strive for more impactful visibility for these chronic pain pa-

tients. 

In view of this and realizing that the financial position of PAE’s traditional 

sponsors is experiencing more and more pressure, leaders have been thinking 

about the future and what PAE, with limited resources , can do to improve 

the situation. 

From this place, I would like to thank you all for all the support you have giv-

en to the board this year! 

 

With warm regards, 

Joop van Griensven 

PAE President 
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About Chronic Pain 
Doctors divide pain into two categories: 

"acute," which is generally event-related (such 

as pain from broken bones, surgery or child-

birth), and "chronic," which arises from a va-

riety of causes, including acute pain that was 

not relieved.  

Because of the physiological and psychological 

changes that occur in its sufferers, chronic 

pain should be regarded as a disease in its 

own right. 

One in five people in Europe suffers from 

pain that has been occurring regularly for 

three months or longer; one in eleven suffers 

from pain daily.  

Pain Alliance Europe (PAE) was 

founded in 2011, alongside an initia-

tive of 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 

There are 100 million people affected by 

chronic pain in the 28  EU member states. That 

is more than heart, diabetes and cancer pa-

tients combined.  Of that total, 34 percent suf-

fer from severe pain.  

That number will grow even larger in the fu-

ture  because people are becoming increasingly 

older and chronic pain becomes more preva-

lent with age.  

According to studies, among people over 70 

years of age, 79% of women and 53% of men 

are pain patients. 

A large number of those affected receive inad-

equate treatment. 

 promote a European policy 

on chronic pain 

 reduce the impact of chronic 

pain on the European society 

on all areas. 

In order to develop further, PAE 

needs solid organizational grounds 

and determined members and lead-

ers supported by professional 

staff/secretariat.  

In the past years PAE has been suc-

cessful 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 islands. They all 

have an influence on and interac-

tion with each other. 

About Pain Alliance Europe 
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The PAE member associations 

PAE Members  

In 2015, Pain Alliance Europe has 33 

members from 16 European countries: 

Austria, Belgium, Cyprus, Denmark, Fin-

land, France, Germany, Italy, Ireland, 

Malta, The Netherlands, Poland, Roma-

nia, Spain, Sweden and United Kingdom. 

 

In 2015, PAE added 2 new mem-

bers under its unifying voice. 

*CTRL and right click on the logo for entering on the association’s website 

http://www.painuk.org/
http://www.eurag.at/
http://www.enfa-europe.com/
http://www.vlaamsepijnliga.be/
http://www.acthealthy.org/
www.faks.dk
http://www.suomenkipu.fi/
http://www.association-afvd.com/
http://www.schmerzliga.de/
http://www.mica-online.org/
http://www.cittadinanzattiva.it/
http://www.endo.ie/
http://www.fesinfo.nl/
http://www.pijnplatform.nl/
http://www.pijn-hoop.nl/
http://www.painful-bladder.org/
http://www.szpiczak.org.pl/
http://www.myeloma.ro/
http://www.ligagalega.org/
http://www.fibromyalgi.se/
http://www.tna.org.uk/
http://www.pelvicpain.org.uk/
http://painconcern.org.uk/
http://www.backcare.org.uk/
http://www.fondazioneisal.it/
http://sinedolore.org/
http://www.focusfibromyalgie.be/
http://www.pijnpatientennaar1stem.nl/
http://www.nopainfoundation.com/


2014 Overview 

Pain Patients Pathway Recommendations Project- The PPPR Project was 

between the 5 finalists in the “Eye for pharma” award ceremony in Barcelona, 

took place on the 18th of March.  

The project aims to develop concrete recommendations for the institutions 

which can facilitate adequate pain management, based on questionnaires and 

workshops. 18 countries participated: 10 National Ministries of Health, 54 

health professionals and 37 patients organisations. The results of the question-

naire have been published and debated and the final recommendations have 

been announced in December 2014. 
 

 

 

 

Newsletter: PAE has sent in March, June, September and December its seasonal 

Newsletter, which includes PAE updates, news from members and general 

information and events on chronic pain. It is a 10+ pages booklet which circu-

lates to the members and beyond. 

Website: updated regularly to reflect the committment of PAE and its mem-

bers towards awareness and recognition of chronic pain (www.pae-eu.eu). 

Questionnaire: for chronic pain patients, posted on the PAE website 

Social media: Facebook, LinkedIn and Twitter page for spreading news and 

keeping in touch with partners and members 

Exhibiting: « Out of the office event » (19 November, European Parlia-

ment),  MEP award for Health 2013 (10 April, European Parliament), Europe-

an Day On The Right To Health, PAE president received an award handed 

over by the Italian Minister Of Health Beatrice Lorenzin for his and PAE's ef-

forts to improve the quality of life of people over 65 with chronic pain. 

 
 

SIP Meeting: Societal Impact of Pain Focus Groups, 18 November, Brussels 

General Assembly Meetings: 2 (On April 9 and on November 17 in Brussels) 

Board meetings: 3 (February 20, July  8, June 25, November 17 in Brussels) 

Others:  Action Group B3 on Integrated Care (6 April, Brussels), 14th Inter-

national Conference on Integrated Care (2 April, Brussels) EUPATI annual 

workshop (2 April, Warsaw), Joint European Congress on Neurology with 

EFNA (30 May– 2 June), 4th edition of the World Day ˝Hundred Cities 

Against Pain˝ (27 September) with ISAL Foundation, PCWP-HCPWP meeting 

(17September, London)with EMA, International Day Against PAIN (18-19 

September, Rome) with ISAL Foundation,  European Day for Health Rights 

(22 November, Rimini)... 

 

Though a fairly new association, PAE has taken its first steps in being recognized as a refer-

ence body and authority across Europe when it comes to chronic pain and patients’ repre-

sentation.  

PROJECTS 

AWARENESS 

MEETINGS & 

EVENTS 
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Partners and supporters 
During its process of growing to a European alliance, PAE has received the guidance 

and support of established patient associations and pharmaceutical companies, to 

whom it is deeply grateful. It also developed a network of close collaborators that 

will help in achieving the goals and mission it set for: improving the quality of life for  

chronic pain patients across Europe. 

 

EFNA: PAE was founded with the help and support of European Fede-

ration of Neurological Associations (special thanks to Mary Baker and Alis-

tair Newton). As of August 2013, PAE has become an associate member 

of EFNA to stay involved and work closely together, as chronic pain and 

neurological diseases have many points in common and their goals and 

structure are very similar. 

EPF—EUPATI: European Patients Forum and the consortium European 

Patients' Academy on Therapeutic Innovation" is of great interest for PAE.  

EULAR: The European League Against Rheumatism (EULAR) is also an 

important partner and collaborator for PAE. 

 

 

EMA: The European Medicines Agency is a decentralised agency of the 

European Union, located in London and is responsible for the scientific 

evaluation of medicines developed by pharmaceutical companies for use in 

the European Union. PAE fulfilfs the agency’s criteria and is thus officialy 

involved in its working groups and activities 

European Federation of Pain : PAE’s natural health professionals part-

ners, with which they closely collaborate in relation with the SIP (Societal 

Impact of Pain) symposiums and the year of special pain conditions. 

 

 

Grunenthal: a German pharmaceutical company which is supporting PAE 

in reaching its objectives 

Pfizer: the world's largest research-based pharmaceutical company is 

committed to fund projects and activities of PAE 

Mundipharma: also a pharmaceutical company committed to improving 

the health and quality of life of people everywhere.  

Medtronic: world leader in medical device technology and therapies 

Boston Scientific:  Boston Scientific transforms lives through innovative 

medical solutions that improve the health of patients around the world.  
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PATIENTS  

ASSOCIATIONS 

PROFESSIONAL  

ASSOCIATIONS 

INDUSTRY 

http://www.patientsacademy.eu/index.php/glossary?letter=t#therapeutic-innovation
https://www.google.be/url?sa=t&rct=j&q=&esrc=s&source=web&cd=9&ved=0CGQQFjAI&url=http%3A%2F%2Fwww.pfizer.com%2F&ei=cT2fUvTvDcrC7Ab9zYGYAg&usg=AFQjCNH__jg0OJ_6Y06WxFDZbn6hE53ivQ
http://www.medtronic.com/


 

2015 Plans and beyond 
The ambition to have chronic pain patients’ voice heard in the right place and at the right 

time pushed for a “busy” beginning of the year, in anticipation of the EU Elections. It is the 

time to show the results of our efforts, the maturity we have built as an organisation and the 

strong sense of community that exists within our members. However, without full support 

from our partners, these could not be done or even considered. 

As a European Association, PAE’s 

first objective is to raise aware-

ness 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 aware-

ness only if it is known by the peo-

ple who can make a difference. 

During the past years, PAE has 

managed to gain recognition in 

several European institutions such 

as DG SANCO (Directorate Gen-

eral for Health and Consumer Af-

fairs), which referred to PAE when 

answering questions from Europe-

an members of parliament (MEPs), 

and the European Medicine Agen-

cy (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 recogni-

tion by MEPs because it has partic-

ipated in several events during the 

past years.  It was also able to or-

ganize its own event in the Euro-

pean 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 ally-

ing with healthcare professionals 

to strengthen the relationship 

between both parties. These in-

clude , for ins tance, EPF 

(European Pain Federation 

EFIC®), 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 stake-

holder communities, PAE also 

attends as many relevant events 

as possible and grabs the oppor-

tunity to ask and be asked ques-

tions, to show that PAE is active 

and to make sure to leave a mark 

in official reports.  

Pillar 1: Promote awareness about chronic 

pain 
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2015 Plans and beyond 

 

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 

inf luence 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 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 chronic that 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. Together, 

and with special thanks to our 

Italian members, we have now 

reached the point when for the 

first time the European Council 

will talk about palliative care and 

pain management. PAE members 

have been a great help in 

achieving a fruitful discussion 

within the council by sending 

letters to their national 

governments. 

Pillar 2: Promote a European policy on 

chronic pain 

- Continued 
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 As stated above PAE has brought 

this issue to the attention of the 

policy makers. 

 

T o g e t h e r  w i t h  A C N   

(Active Citizenship Network) and 

Grünenthal, PAE ran the Pain Pa-

tients 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. 

 

A small but important improve-

ment has been made in Ireland 

which is the first country to have 

chronic pain recognized as a medi-

cal specialty. In addition, Italy has a 

law on pain. Several initiatives have 

been taken at a regional level in 

other countries, which should be 

acclaimed. Nevertheless, no funda-

mental improvements in the posi-

tion of chronic pain patients 

across Europe have been made. 

Pillar 3: Reduce the impact of chronic 

pain on the European society in all 

areas 

 

2015 Plans and beyond - Continued 
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2015 General Activities 

 Although general actives 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 Miikonnen is more 

focus ed on the  d ig i ta l 

communication with members. 

She is involved with putting 

together questionnaires and 

improving communica tion 

through the website.  

Viorica Cursaru 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 Votta is the liaison 

with the civic associations. 

Soledad Garcia is involved with 

the EMA and EUPATI. 

Marian Nicholson overlooks 

the internal and external 

communications making sure that 

everyone understands the 

message in the same way.  

Hilda Wieberneit 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 

t h e  I CD  ( I n t e r n a t i o n a l 

Classification of Diseases).  

Joop van Griesven 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 meaningful events wherever 

possible.  

All the board members receive 

the support of the Secretariat 

Board members activities 
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Pain Alliance Europe (PAE) – in conjunction with 

the European Federation of Neurological Associa-

tions(EFNA) – will launch and coordinate a Member 

of the European Parliament Interest Group on 

Brain, Mind and Pain. 

Co-chaired by MEPs Marian Harkin, Jeroen Le-

naers and Daciana Octavia Sârbu – the group will 

explore issues of common interest to those affected 

by neurological and chronic pain disorders. These 

will include stigma, quality of life, research and pa-

tient involvement. 

MEP Interest Group in Brain, Mind and Pain 

Marian Harkin, Jeroen Lenaarts, Daciana 

Octavia Sarbu. The plan is to have four 

meetings a year to discuss the general to-

pics that Brain Mind and Pain patients are 

dealing with: stigma, social and economic 

issues, medical problems and research to-

pics.  

These will be targeted as both social and 

economic issues. The first official meeting 

is scheduled for February 24, 2015. Prepa-

rations are in progress and look promising. 

If successful, it would be an activity running 

for the next five years. 

 

Together with EFNA (European Federation 

of Neurological Associations), PAE is 

working to form 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 par-

ties, we have been contacting MEPs and 

working on a strategy which will provide 

the most visibility for PAE, and the best 

option for us to achieve results. 

We are discussing this strategy with three 

MEPs who have given their commitment to 

act as co-chairs of the new interest group: 

2015 New projects/activities 

 
Marian Harkin MEP, Co-Chair 
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PAE is well aware that there are more specialties that deal with chronic pain, 

and these might be involved at a later stage. But for now, a coalition between 

those three different specialties would be an achievement on its own. 

Coalition on chronic pain  

NA gave its informal commitment to par-

ticipate and the answer from ENA is await-

ed. If we manage to start with these six 

representatives, it would be a great step 

forward. 

If the initiative is successful, PAE aims to 

getting a follow up on the Breyvik report 

of 2006, trying to collate best practices in 

Europe on chronic pain, collect data on 

social and economic issues across Europe 

and with all the data, establish recommen-

dations for the treatment of chronic pain. 

These recommendations would then say 

something on the three areas on which 

chronic pain has an influence: the so-

cial/psychological area, the economic area 

and the medical/ biological area. 

This is of course a long term project which 

also requires the support of the European 

commission in the form of a re-

search/analysis project. 

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. This is the result of a petition 

circulated by Anna Kleszcz from Poland 

and discussed within the European Parlia-

ment during the hearing of the petition. 

We accepted that challenge and during the 

meetings addressing possible actions for 

chronic pain under the Italian presidency of 

the European Council, PAE brought this in. 

Although not everyone was enthusiastic in 

the beginning, PAE managed to organize a 

first meeting with the participation of PAE, 

EPF/EFIC and EULAR/PARE. 

The conclusion of that meeting was that 

we should keep on tackling this subject and 

try to involve patient representatives and 

healthcare professionals in the fields where 

the most chronic pain patients are found. 

So far EULAR has committed to participate 

with both patients and professionals; EP-

F/EFIC will participate and so will PAE. EF-

2015 New projects/ activities 
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On February 19/20, Pain Alliance 

Europe (PAE) board members will 

be facilitated and supported by Neil 

Betteridge Associates to develop 

strategic thinking and frameworks 

for clearly defined project proposals 

whose details would be worked up 

later. The meeting will focus on: 

Reviewing the current strategic aims 

Establishing priority activities for 

PAE in the light of its aims 

Reaching agreement on what key 

stakeholders such as members and 

sponsors want and need from the Al-

liance in order to support PAE’s 

work. 

Agreeing the key messages for each 

audience 

Reviewing the working approach and 

structure 

 

£ Developing frameworks for 3 

member and has been joined by the 

present members, according to their 

preferences and experience. The mem-

bers that were not present are still 

invited to join one of these groups, at 

choice, to work out strategy and pro-

jects in the selected area, for 2014. 

 

 

 

 

 

 

PAE Board Strategic Review Meeting 

PAE Working Groups 

With the purpose of involving the 

members more and ensuring the    

resources needed for growing the or-

ganisation, 4 strategic working 

groups have been created for setting 

action plans until the next General 

Assembly: Fundraising, Projects, 

Awareness, Public Affairs. Each 

working group is chaired by a Board 

 

 

2015 Plans—Awareness and cooperation 

 

The goal of getting awareness on the 

impact and the stigma of chronic pain 

can only be achieved by        creating 

adequate promotional material, that 

would reach the large audience. In this 

respect, we plan to continue and 

further improve the tools we have in 

place, while always seeking to develop 

more and to identify new channels for 

reaching patients, professionals, insti-

tutions and other associations. 

Brochure 

Posters 

Banners 

Newsletter 

Website 

Questionnaire 

Social media 

Exhibiting 

Meetings  

Consultations 

Awareness and communication 

Follow us on Twitter and 

visit us on Facebook 

PAE has officially just created a Twit-

ter account (@pain-europe ) for the 

Alliance - and all our members are 

invited to follow us. We will be post-

ing news about our activities, our 

website updates and we are also hap-

py to share your news as well (so 

please send us your links and we will 

tweet about them). We will also re-

tweet links to relevant information on 

chronic pain for all our followers to 

be able to stay informed on latest rel-

evant news around the globe. Twitter 

is a great opportunity for PAE to 

communicate more to its members and 

all other relevant stake-holders and also 

find out their news, faster and more 

easily.  

While venturing into the new territory 

of Twitter, PAE is also taking care of its 

usual outlets: PAE’s website and our 

Facebook page, both of which have been 

updated recently.  

Meetings and cooperation 

PAE representatives (President, 

Board members, secretariat) will at-

tend the most important European 

events, meetings, consultations that 

have an effect on chronic pain, in or-

der to voice the most important chal-

lenges, contribute to finding feasible 

solutions and create awareness for 

the work of PAE. Also, PAE will forti-

fy the relationship with its partners and 

build new ones in its fight for the rights 

of the people suffering from chronic 

pain.  

The new partnerships PAE will focus in 

2014 include: EFNA, EPF, EFIC,   EU-

LAR,  EMA,  EUPATI. 
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The Strategic Board meeting, the General Assembly and other important multi-stakeholder 

initiatives and meetings that took place in the beginning of 2014 have brought out some 

important ideas and projects to be developed further throughout the year and which will 

continue in 2015. Below are the most important ones. 

     2015 and beyond—upcoming 

SHORT TERM: European Parliament Interest Group on Brain, Mind and 

Pain 

The EU agenda is moving away from a fo-

cus on disease area and towards 

themes/issues. Prioritised topics are of rel-

evance to those working in the area of 

brain, mind and pain: chronic diseases, ac-

tive and healthy ageing, health and safety at 

work, disability and research funding. 

Therefore, this is an opportune time to 

collaborate on achieving our common 

goals. We believe that this will ensure a 

wider political and financial support base 

and be in line with the current thinking of 

the EU Institutions.  

MEDIUM TERM: Developing minimum guidelines for treatment on     

chronic pain 

We are following the recommendations of 

A.Werner, from DG Sanco (from the Euro-

pean Parliament Committee on Petition 

Meeting, on February 10), who stated: ʺHe 

thought that it would be better to encou-

rage NGOs such as the Pain Alliance Eu-

rope to draft guidelines and then to agree 

with national organisations in that area. The  

Commission would be ready to support 

NGOs by disseminating these guidelines, 

encouraging cooperation with Member 

States and also, if this would fit to the 

Commission annual health work pro-

gramme, to support projects through the 

health programme.” PAE President is 

meeting relevant stakeholders to build 

this for next years. 

LONG TERM: Pain Patients’ Burden project  & Pan-European Pain 

Treatment Evaluation 

The Pain Patients’ Burden project (PPB) 

arose from the idea of what is the soci-

etal and financial cost of pain. The goal 

of the PPB project is to extend aware-

ness of the cost of pain by creating a 

report (or a social study) which will tell 

the story of five people living in the 

countries of our members focusing in 

the socioeconomic impact of their pain. 

The Pan-European Pain Treatment Evalua-

tion (PEPTE) project, consists of making a 

list of “treatment availabilities” and 

“reimbursement availabilities” in different 

European countries to reveal what thera-

pies are available from the point of view of 

the patient.  
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Secretariat 

Phone: +32/ 2 725 0151 

Fax: +31/ 2 720 68 73 

E-mail: info@pae-eu.eu 

For PAE, quality of life for a chronic pain patient means 

giving the patient the right to choose the best possible so-

lutions and support to live his life according to his possibili-

ties and wishes.  The strategic objectives of the organisa-

tions are to promote awareness for chronic pain, to pro-

mote an European policy on chronic pain and to reduce the 

impact of chronic pain on the European society on all are-

as. These are to be achieved by: 

► Working in close relation with the other stakeholders 

► Gathering and distributing relative information on chronic pain 

from the patients’ point of view 

► Establishing a good relation with potential sponsors 

► Promoting/ initiating research on chronic pain 

► Growing the association 

► Obtaining visibility through events, website, media coverage 

PAE 

November 2012, Aachen 

We count on your support! 


