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Introduction 

Dear reader , 

 

In this small booklet you may find all kind of information on what the plans 

are for 2014—a year which again looks to be crucial for Pain Alliance Europe. 

It will show some results of all the efforts we have been doing so far and what 

we want to do early next year—all of these things which we couldn’t be doing 

without your support and advices. That same support we will need in the early 

stage of next year when we are starting our on line petition. You may read 

about that further in these pages. 

You may also read about the General Assembly, where, besides the points 

mentioned in the article, we also agreed on the comments made to the EMA 

about the Guideline on the clinical development of medicinal products intend-

ed for the treatment of pain. Although the General Assembly was glad that the 

EMA is talking about pain they did have their worries about the outcome pre-

sented in the guideline. These remarks were sent to the EMA and now we hope 

they will listen to the patients objections. 

As we are writing, everyone is already preparing for the upcoming holiday sea-

son. As you may have noticed, we are in that mood also. Still a couple of weeks 

of hard work and then it will be Christmas! 

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

en to the board this year and I would like to wish you all a very merry Christ-

mas and a good start of the New Year! 

 

With warm regards, 

Joop van Griensven 

PAE President 
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About Chronic Pain 
Doctors divide pain into two catego-

ries: "acute," which is generally event-

related (such as pain from broken 

bones, surgery or childbirth), and 

"chronic," which arises from a variety 

of causes, including acute pain that 

was not relieved.  

Because of the physiological and psy-

chological changes that occur in its 

sufferers, chronic pain should be re-

garded as a disease in its own right. 

One in five people in Europe suffers 

from pain that has been occurring reg-

ularly for three months or longer; one 

in eleven suffers from pain daily.  

Pain Alliance Europe (PAE) was 

officially founded in the European 

Parliament hosted by Marian 

Harkin (MEP, IRE) on November 

29th 2011.  

It is a non-for-profit umbrella   

organisation of 30 national associa-

tions in 15 EU Member States, 

representing over 300,000 individ-

ual patients.  

For PAE, quality of life for a 

chronic pain patient means giving 

the patient the right to choose the 

best possible solutions and support 

to live his life according to his pos-

sibilities and wishes.  It aims to 

promote awareness for chronic 

pain, to promote a European poli-

cy on chronic pain and to reduce 

the impact of chronic pain on the 

There are 100 million people affected 

by chronic pain in the 27 EU member 

states. That is more than heart, diabe-

tes and cancer patients combined.  Of 

that total, 34 percent suffer from se-

vere pain.  

That number will grow even larger in 

the future  because people are becom-

ing increasingly older and chronic pain 

becomes more prevalent 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 re-

ceive inadequate treatment. 

European society on all areas. 

The strategic objectives of the or-

ganisations are to promote aware-

ness for chronic pain, to promote 

an European policy on chronic 

pain and to reduce the impact of 

chronic pain on the European soci-

ety on all areas. These are to be 

achieved by: 

-Working in close relation with the 

other stakeholders (members, in-

stitutions, professionals, industry) 

-Gathering and distributing rela-

tive information on chronic pain 

from the patients’ point of view 

-Promoting/ initiating research on 

chronic pain 

-Growing the association 

-Gain awareness through cam-

paigns and promotional materials 

 

About Pain Alliance Europe 
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The PAE member associations 

PAE Members  
At the end of 2013, Pain Alliance Europe 

has 30 members from 15 European coun-

tries, which makes it a true European or-

ganisation.  

The countries represented in the PAE net-

work through the national associations 

are:  

Austria, Belgium, Cyprus, Denmark, Fin-

land, France, Germany, Italy, Ireland, 

The Netherlands, Poland, Romania, 

Spain, Sweden and United Kingdom. 

 

In 2013, PAE added 7 new members, there-

fore grew with 30% in terms of national 

associations 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/


P A G E  5  

2013 Overview 

Pain Patients Pathway Recommendations Projects- in collaboration with Active 

Citizenship Network and with the support of Grunenthal 

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 will be 

published in January 2014. 

EU Partnership Project on Healthy Workplaces  -  encourages managers, workers 

and other stakeholders to join forces to improve safety and health. PAE is an 

official partner of the project co-ordinated by the European Agency for Safety 

and Health at Work   

 

Newsletter: PAE launched in June 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 circulates to the members and beyond. 

Brochure: PAE launched in May a brochure that was advertised at major events 

and which aims at creatign awareness on chronic pain and on PAE’s mission 

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

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

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

Social media: Facebook and LinkedIn page for spreading news and keeping in 

touch with partners and members 

Exhibiting: Patients Corner at World Congress of Neurology 2013, Vienna 

 

SIP Meeting: Societal Impact of Pain Focus Groups, 14-15 May, Brussels 

General Assembly Meetings: 2 (On May 15 and on November 28 in Brussels) 

Board meetings: 4 (January 15, March 12, June 25, October 24 in Brussels) 

Others:  EUPATI Conference (April 19, Rome), Healthy Brain, Healthy Europe 

(May 27-28, Dublin), PPPR Workshops (October 23-24, Brussels), EFNA Gene-

ral Assembly (September 22, Vienna), EMA Workshop (October 14, London). 

Though a fairly new association, PAE  has taken its first steps in being recog-

nized as a reference body and authority across Europe when it comes to chronic 

pain and patients’ representation. As of January 1st 2013, PAE has concluded 

an agreement with Glocal Solutions for office space and association management 

services. Thus, a new address and a dedicated staff have enabled the creation 

and management of several projects and awareness tools, as you will see further. 

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 pharmaceuti-

cal 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 Federation of 

Neurological Associations (special thanks to Mary Baker and Alistair Newton). 

As of August 2013, PAE has become an associate member of EFNA to stay in-

volved 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 Pa-

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

why this relationship will be officialized in 2014 through associate membership 

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

portant partner and collaborator for PAE. 

 

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

pean 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 partners, with 

which they closely collaborate in relation with the SIP (Societal Impact of Pain) 

sympos iums and the year  of  special  pain  condit ions  

 

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 

PATIENTS           

ASSOCIATIONS 

PROFESSIONALS 

   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/


P A G E  7  

 

2014 Plans 
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. 

 

For the purpose of improving the 

internal structure and way of 

working within the Board and 

within the General Assembly of 

members, PAE will review its 

strategic framework, define the 

roles better and map out the best 

channels and tools to work with.  

Also, for a better engagement 

and involvement of the national 

members, PAE will develop 

working groups based on 

expertise and interest. This will 

ensure a diversity of ideas and 

experience and a better 

communication and alignment. 

Pillar 1— improved structure and governance 

Pillar 2— awareness and cooperation 
PAE’s main aim is to raise awa-

reness on chronic pain. This will be 

done primarily by participating to 

relevant events, stakeholders    

meetings, but also by initiating 

and building relationships with 

other associations.  

New tools and channels  are 

continuously built in order to 

create awareness: social media, 

videos, brochures, newsletters, 

stands etc. These complement 

the events and projects that 

are initiated/continued. 

Pillar 3— advocacy and lobbying 

 

As an umbrella organisation,  re-

presenting the interest and voice of 

its members—national chronic 

pain patients associations, the  

added value PAE brings is to pass 

their concerns to an EU-level, by 

the relevant decision-makers. This 

Is done by creating opportuni-

ties to express these con-

cerns—events, documents, pe-

titions etc. Groups of stake-

holders, interest groups in the 

European Parliament, in-

volvement in EU Projects are 

all considered for 2014. 
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2014 Plans—Advocacy & Lobbying 

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. 

 

“Out of Office” is the name of 

the event which will take place 

on the 19th of February in the 

European Parliament, hosted 

by MEP Marian Harkin and 

MEP Linda McAvan. EFNA, 

GAMIAN and PAE 

represent the voice of the 

patients with “invisible 

diseases” and will share 

their experience and work 

in this respect.  A 

research on the impact of  

workplace absenteeism in 

Europe and the cost to 

employees, employers and the 

state will be presented by “The 

Economist Intelligence Unit”.  

Other speakers from the 

European Parliament 

a n d  E u r o p e a n 

Commission will share 

their thoughts and role 

in coping with this issue. 

The event will finish 

with a short discussion. 

Event in the European Parliament—February 

Petition on patients’ rights—January/February 

PAE will launch its petition on 

making chronic pain a priority in 

the future strategies of the Euro-

pean Union on the 2nd of January. 

This will facilitate the creation of 

an event in April in the  European 

Parliament in order to   present 

the signatures and opinions of 

PAE and its members on the 

subject of chronic pain and the 

way EU institutions could help 

improve the life of chronic pain 

patients. The goal is to have 

chronic pain on the agenda of 

the EU institutions, and at the 

relevant health-related events.  

JOINT INITIATIVE 
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The European-wide and multi-stakeholder approach used for 

developing these recommendations, as well as the good initial 

start of endorsement requests will give weight to this document 

for being introduced to the relevant authorities (EU and nation-

al bodies). It is the time to create momentum for the coming 

opportunities, such as the Italian presidency and other good 

developments in the European Parliament and the European 

Commission. Continue reading for details 

Pain Patient Pathway Recommendations Strategy 

The EU Italian Presidency will put chronic pain for the first time on the 

EU Council Agenda 

For taking maximum advantage of this 

opportunity, we need all the 

knowledge, resources and experience we 

can get. This is why a Stakeholders 

Dialogue meeting will be organized on 

the 18th of February in Brussels. The 

main purpose was to invite all inte-

rested parties to express their opinions,  

will be discussed at an EU level for the 

first time, takling Italy’s experience 

and best practice as an example to 

spread arund Europe. 

 

‘During the Presidency semester the 

themes of pain therapy and palliative 

care will be tackled: topical issues thanks 

to the progresses in medicine and on 

which our country wants to share its own 

experience with other member states. ‘ 

Chronic Pain Stakeholders Dialogue meeting: creating extensive       

partnerships for leveraging resources and expertise 

Italy is the only EU country with a 

law on chronic pain treatment. Law 

38 of March 15th, 2010, entitled 

"Measures to ensure access to pallia-

tive care and pain therapy", repre-

sents a unique example of legislation 

in the European panorama, because it 

protects "the right of citizens to have 

access to palliative care and pain the-

rapy" and detects three networks of 

care dedicated to palliative care, pain 

therapy and paediatric patients. 

thoughts and build an informal task-

force that would participate in creating 

and inforcing a strategy for the coming 

period, having the PPPR Recommen-

dations as central documentation and 

the Italian Presidency as the majo op-

portunity. The outcome of this meeting 

will be presented during the General 

Assembly in April. 

2014 Plans—Advocacy & Lobbying 
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 At the initiative of Pain Alliance Europe,  an exhibition 

and reception hosted by Petru Luhan, Member of the European 

Parliament and winner of the MEP award for Health 2013 will 

be organized in the European Parliament. On the occasion, a 

multi-stakeholder platform of patient organizations, academ-

ia and industry, will call on EU institutions and national au-

thorities to recognize the societal and individual burden of 

chronic pain and to take adequate measures against it.  

Exhibition in the European Parliament 

Exhibition and pain simulator 

 The exhibition will end with a cocktail 

and the different perspectives on chronic 

pain expressed by the policy makers 

(MEP Petru Luhan), the patients (Joop 

van Griensven, Pain Alliance Europe), 

the health professionals (Prof. Giustino 

Varassi), the scientists and the industry  

a market research where doctors were 

asked to describe how the pain felt. 

The descriptions included words such 

as “burning”, “tingling”, “electric” 

and astonishingly those were exactly 

the same words doctors used to list 

how their patients will describe the 

same type of pain. This box will be 

brought at the PAE Parliament event 

in April. 

Reception and speeches  

The box was developed by Prof. Rob-

erto Casale from Montescano 

PainSchool (Italy) and aims to 

demonstrate how localized neuro-

pathic pain feels like and to discuss 

the burden of patients suffering from 

this disease and their challenge to ex-

press what they feel. It already had 

huge success at the EFIC Congress in 

October 2013 and was accompanied by 

 (Jeanette Hübsch, Grünenthal). This 

multi-stakeholder approach will give 

you a unique insight on a growing pro-

blem for the ageing Europe.  

This will be intensely promoted and 

followed up wih press releases and com-

munication. 

2014 Plans—Advocacy & Lobbying 
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Following the Societal Impact of Pain (SIP) meeting in 2012, the three partners: EFIC , 

Grunenthal and PAE  jointly submitted a commitment to the European Commision’s Euro-

pean Innovation Partnership on Healthy and Active Ageing.  Though Grunenthal has been 

the main representative in their meetings so far, PAE will start taking an active role in this 

project, for making the chronic pain patients’ voice and interests heard and represented.  

 

EU Active and Healthy Ageing Partnership 

About the project 

The Group brings together part-

ners representing around 120 multi

-stakeholder commitments from 

national, regional and local au-

thorities, research institutions, ac-

ademia, SMEs and large industry, 

and advocacy organizations from 

across the EU. 

The European Innovation Partner-

ship on Active and Healthy Ageing is 

a cooperation of EU, regions, indus-

try, research institutions and 

healthcare professionals, to improve 

the quality of life of older people. 

Working together in six thematic Ac-

tion Groups, these partners imple-

ment, share and scale up innovative 

solutions that meet the needs of our 

ageing population. The ultimate aim 

is to increase the average healthy 

Ahievements so far 

Grunenthal’s active participation so 

far ensured the inclusion of 5 innova-

tive best practice cases in pain, out  

of 98 published ones on chronic dis-

eases with the scope of being imple-

mented in the member states.  

2014 Plans—Advocacy & Lobbying 
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2014 Plans - Improved governance 

 

 

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 

working group is chaired by a Board 

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 
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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 

 

 

2014 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 mate-

rial, that would reach the large au-

dience. In this respect, we plan to 

continue and further improve the 

tools we have in place, while always 

seeking to develop more and to iden-

tify new channels for reaching pa-

tients, professionals, institutions and 

other associations. 

Brochure 

Posters 

Banners 

Newsletter 

Website 

Questionnaire 

Social media 

Exhibiting 

Meetings and consultations 

Awareness and communication 

PAE video on global awards scene  

The PPPR Project is between the 5 

finalists in the “Eye for pharma” 

award ceremony in Barcelona, taking 

place on the 18th of March.  It stands 

in the category of “Customer Innova-

tor Award” for the unique insight it 

brings on chronic pain, collecting infor-

mation from different stakeholders—

patients, healthcare providers and poli-

cy-makers—in 18 European countries.  

Eyeforpharma Barcelona 2014 is the 

world’s largest meeting of commer-

cial pharma executives, with over 800 

global leaders already confirmed this is 

set to be bigger than ever. The confe-

rence aims to demonstrate real innova-

tion and real value for customers. This 

video will be present on the PAE web-

site and will be promoted further. 

 

Meetings and cooperation 

PAE representatives (President, Board 

members, secretariat) will attend the 

most important European events, 

meetings, consultations that have an 

effect on chronic pain, in order to voice 

the most important challenges, contrib-

ute to finding feasible solutions and 

create awareness for the work of PAE. 

Also, PAE will fortify the relationship 

with its partners and build new ones in 

its fight for the rights of the people suf-

fering from chronic pain.  

The new partnerships PAE will focus in 

2014 include: EFNA, EPF,  EFIC,   

EULAR,  EMA,  EUPATI,. 

http://www.eyeforpharma.com/barcelona/#
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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. 

     2014 and beyond—upcoming projects 

SHORT TERM: Building on the PPPR Recommandations 

Alliance Europe, will be asked to come 

in one of the PETI Committee Mee-

tings and present our request, with all 

the background information needed. 

They will then decide if it is admis-

sable and pass it to the responsible bo-

The petition has gained 1500 signa-

tures and will be submitted to the 

European Parliament. They will re-

view it, assess if our requirements fit 

their competences and will be discus-

sed in the Petition Committee 

(PETI). The initiator of the petition, 

MEDIUM TERM: European Parliament Interest Group on Brain, Mind 

and Pain 

The EU agenda is moving away from a 

focus on disease area and towards 

themes/issues. Prioritised topics are of 

relevance to those working in the area 

of brain, mind and pain: chronic dis-

eases, active and healthy ageing, 

health and safety at work, disability 

and research funding. Therefore, this is 

an opportune time to collaborate on 

There currently exists an MEP Inter-

est Group on Mental Health, Wellbe-

ing and Brain Disorders. The pro-

posal is that this group be expanded 

and renamed the MEP Interest 

Group on Brain, Mind and Pain. We 

believe that this will ensure a wider 

political and financial support base 

and be in line with the current think-

LONG TERM: Developing minimum guidelines for treatment on     

chronic pain 

We are following the recommendations 

of A.Werner, from DG Sanco (from the 

European Parliament Committee on 

Petition Meeting, on February 10), 

who stated: ʺHe thought that it would 

be better to encourage NGOs such as 

the Pain Alliance Europe to draft gui-

delines and then to agree with national 

organisations in that area. The  

Commission would be ready to support 

NGOs by disseminating these guide-

lines, encouraging cooperation with 

Member States and also, if this would 

fit to the Commission annual health 

work programme, to support projects 

through the health programme.” PAE 

President is meeting relevant stake-



 

Secretariat 

Grensstraat 7, 1831 

Diegem, Belgium 

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 solutions and support to 

live his life according to his possibilities and wishes.  The strategic 

objectives of the organisations are to promote awareness for chron-

ic pain, to promote an European policy on chronic pain and to re-

duce 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! 


