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Dear readers, 

 

Summer has almost left us and we are getting ready for a very    

exciting period. For the first time ever, the European ministers of 

health are discussing pain management and palliative care during 

the Italian Precedency of the EU. They have their first meeting on 

these subjects on September 21 / 22. We have asked our members 

to write to their national ministries and offer them our support and collaboration 

in finding a strategy for pain management in Europe. 

We are also looking forward to the ISAL event on September 27th  - ò100 cities 

against painó -an excellent event to raise awareness for the chronic pain patients. 

We are preparing the last phase of the Pain Patient Pathway Recommendations 

project: promotion and awareness. This will be done through national press     

conferences, disseminating the results of the project. The first one is scheduled for 

November 17th in Brussels and is meant to bring the European view to the EU 

policy makers.  

Another thing we are looking forward to is the PAE General Assembly, scheduled 

for November 17th  in Brussels, where we will plan the upcoming period and will 

organize a practical workshop on communication.  

All these activities will be followed by the SIP (Societal Impact of Pain)          

conference on November 18th, also in Brusselsñan event which we highly        

recommend you to endorse and attend.  

So if the summer didn't bring you the hot period which you hoped for, this       

upcoming period will surely be a very òhotó period for PAE and its members , a 

chance to get more attention for the chronic pain patients across Europe. 

You will find more information on all these events and on what has happened in 

the past period in this newsletter. Enjoy reading and I hope to meet you at one of 

these events. 

 

Joop van Griensven 

President PAE 

 

mailto:info@pae-eu.eu
www.pae-eu.eu
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For the first time ever,  during the Italian Presidency of the EU Council, all EU 

Health Ministers will be discussing the societal burden of Chronic Pain and Palli-

ative Care and will be debating how to address this issue in the years to come.  

 

 

The EU council under the Italian Presidency 

to prioritize Pain and Palliative Care in 2014!  

 

Here is the link  to the official   document 

where it is stated on page 108 ( translated 

from Italian) :   

ĝDuring the period of this Presidency, the 

themes of pain therapy and palliative care will 

be tackled. Medical advances make these     

topical issues and our country wants to share 

its own experiences of these with other member 

states.ĝ 

The priorities were announced within the 

2014 Italian  Programme for the EU, a    

yearly exercise outlining Italyõs main       

action-lines on issues concerning the          

European institutions. The document was      

developed by the Italian Ministry of Foreign 

Affairs and issued by the Italian  Presidency 

of the Council of Ministers.  

The first meeting of the Health Minis-

tries will take place on September 22-23 

in  ItalyñInformal Employment and 

Social Policy (EPSCO) Council . 

In light of this first meeting, PAE      

encouraged its members to send a      

joint letter to the national ministries of 

health, explaining why discussing pain 

management and particularly chronic 

pain is so important, and offering the 

full support for future actions and     

strategy. 

This should be followed up regularly, so 

as to keep them informed and aware 

about the existence and the strength of 

the   patientsõ voice, and to make sure 

the needs of the chronic pain sufferers 

are taken into consideration. 

http://www.lavoro.gov.it/Notizie/Documents/Relazione%20Programmatica%202014.pdf
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In order to raise awareness and encourage discussion, strategy and action in the 

field of pain, mind and pain, PAE and EFNA (The European Federation of      

Neurological Associations www.efna.net) have worked together on creating an 

interest group in the European Parliament, chaired by several of the new members 

of the European Parliament (MEPs) with an interest in health. 

MEP Interest group on Brain, Mind and Pain 

 

MEP Marian Harkin will chair the MEP 

Interest Group on Brain, Mind and Pain in 

the European Parliament. This is an initia-

tive of EFNA and Pain Alliance Europe. 

 

The purpose of this group will be to: Raise 

political awareness of the impact of        

neurological and pain disorders from a bio-

logical, psychological, social and economic 

perspective ð towards policy  aiming to 

prioritise these disorders, encourage 

research, increase access to innovative 

treatment, improve quality of life           

a n d  d e c r e a s e  t h e  s t i g m a . 

 

In advance of the first meeting, scheduled 

for early 2015, we are working on          

compiling a Book of Evidence which will 

outline why neurological and pain disor-

ders should be a political priority. If you 

have a story, a statistic or a comment you 

want to share ð please get in touch: 

We hope to have lots of progress to report 

on in our next edition, so check back then!   

The EU agenda is moving away from a 

focus on disease areas and towards 

themes/issues. This is obvious in the 

EUõs new reworked research and     

funding framework ð Horizon 2020. The 

first calls here are already underway, 

but opportunity exists to add to the 

agenda for 2016-2017. The health      

programme has also been launched, with 

a focus on chronic and neurodegenera-

tive diseases (alongside cancer) ð and it 

is important that our activities link with 

the aims outlined here, which include 

promotion and prevention, innovation 

and access.  

Therefore, an MEP Interest Group on 

Brain,  Mind and Pain would             

complement ongoing and planned      

activities initiated by other stakeholders 

in the field.    

The Interest Group will meet four times 

a year and will cover issues of common 

concern. 
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EFNA, PAEõs close partner on Brain, Mind and Pain Advocacy, will 

organize a workshop in Brussels for national patient associations, as a 

preparation for the MEP Interest Group referred to in the previous 

page. This aims to highlight the issues and challenges that are         

affecting associations and the patients they represent nationally, as 

well as to showcase the good work that is happening across Europe 

that could be replicated elsewhere. 

Advocate for Brain Mind and Pain 

WorkshopñBrussels, September 24, 25 

 

In advance of launching the MEP Interest 

Group on Brain, Mind and Pain, EFNA is 

inviting delegates from countries where   

National Neurological Alliances exist and 

five pilot countries: Austria, Italy, Malta, 

Romania and Sweden to attend a two-day 

workshop in Brussels. 

 

The purpose is, on the one hand to show the 

importance of well-represented and  focused 

national alliances for EU advocacy, and on 

the other hand to find out more about best 

practices, challenges and issues that are 

worth discussing and find solutions for in 

the MEP Interest Group to be launched in 

2015: 

- Illustrate the importance and impact of 

decisions taken in Europe at a national   

level 

- Highlight opportunities for national     

patient organisations in European research 

and funding frameworks 

- Encourage the development of national 

neurological alliances who will influence 

and direct the work of EFNA in Europe 

- Collate evidence and experiences to show 

why neurological and pain disorders should 

be political priorities; identifying national 

challenges and best practices. 

Highlights of the program: 

 

From European Platform to National 

Stage é and back! - Is European health 

policy relevant nationally? ð Focus on 

European Directives, Nicola Bedlington, 

Executive Director, European Patients 

Forum  

 

Launch of Toolkit for the Development of 

National Neurological Alliances incl.   out-

line of aims and objectives of workshop 

Donna Walsh, Executive Director, EFNA 

 

Euro Café Topic: EU Parliamentary Inter-

est Group on Brain, Mind and Pain Intro-

duction: What national issues need to be 

on the European agenda? Jenny Barnett, 

Punch Consulting  

 

How can patient groups benefit from Eu-

ropean research and funding frameworks ð 

Focus on Horizon 2020 and IMI 2? Dr 

Ciaran Duffy, National Contact Point, 

Horizon 2020 - Health Demographic 

Change and Wellbeing  

 

Year of the Brain in Europe ð How can we 

get involved? Tadeusz Hawrot, Senior 

Public Affairs Manager, European Brain 

Council  
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On Saturday, the 27th of September 2014, over 100      

italian cities and 12 countries from 5 continents, will ce-

lebrate the 4th edition of the World Day ĝHundred Cities 

Against Painĝ, thanks to the initiative and organisation 

of ISAL Foundation (www.fondazioneisal.it). The aims 

of this celebration are to inform people about chronic 

pain treatments and pain centres, to raise funds for scien-

tific research and to sensitize political and health institu-

tions about chronic pain as a main public health issue. 

Hundred cities against pain 

The World Day ĝHundred Cities Against 

Painĝ aims to  emphasize that there is no 

reason  for tolerating pain.  

A very important Italian achievement is 

the enactment of the Law 38/2010, which 

guarantees the free access to the medical 

treatment for pain. 

On the 27th of September, in the squares of 

the main italian cities, volunteers and    

medical doctors in white uniforms will    

inform the public about finding treatment 

for chronic pain, by distributing the    

guidebooks ĝThe first aid kit for painĝ, 

developed by the group of experts  fom 

ĝChange Painĝ. Some local goods, such as 

pasta from the old pasta factory            

Masciarelli, and entra-virgin olive oil by 

Fontedoro will be sold, and the funds raised 

will be used for scientific research. 

In Italy, the chronic pain affects 12 million people (20% of the general population), with 

a strong negative impact on the quality of life, on professional life, and on direct and    

indirect costs to social life and health. As a matter of fact, it is estimated that every year, 

over one billion of working hours are wasted and around 2 billion Euros are spent in med-

ical visits and t reatments for chronic pain. 

Every person and every organisation 

can contribute to the World Day 

Against Pain, by joining the online cam-

paign #zeropain. It is very easy: 

1)Take a picture of yourself holding a 

paper with the writing ĝIõm against 

Painĝ in your own mother tongue 

2)Post this picture on Facebook, tagging 

the page of ISAL Foundation, or post it 

on Twitter and Instagram adding the 

hashtag #zeropain 

Through this, ISAL hopes that the Ita-

lian experience of having the law 

38/2010 that guarantees the free 

treatment of chronic pain can inspire 

other European countries.  
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Societal Impact of Pain Symposium 

Brussels, November 18 

Therefore, you  are invited to join an 

intense and exiting debate to define 

what needs to be done now to ensure 

that chronic pain and palliative care 

will become an EU and National 

Health Policy priority also in the long 

term.  

 

As main actors in the field of chronic 

pain and having a great interest for it 

to be promoted, talked about,          

disseminated, so that its management 

at an European level improves, we 

strongly recommend you add this ban-

ner and the hyperlink: www.sip-

platform.eu  to your website/e-mail 

signature or other collaterals you find 

adequate.  

 

We count on your support for making 

a change in Europe! 

The timing of this years SIP 

symposium is scheduled to coincide 

with the Italian Presidency of the 

EU council as during this period for 

this first TIME ever all EU Health 

Ministers will be discussing the 

societal burden of Chronic Pain and 

Palliative Care and will be actively 

debating how to address this health 

policy priority in the years to come.  

 

Considering the importance of this 

announcement, it was decided to 

celebrate the 5th SIP symposium by 

inviting Nick Ross, one of the most 

renowned European journalists and 

scientific moderators to lead four 

interactive panel discussions. Nick 

Ross has a long interest and 

involvement with healthcare policy 

and an interest in pain management. 

Once a year politicians, budget holders, decision makers, health care 

professionals, pain advocacy groups are gathering for the annual SIP 

symposium in Brussels to create awareness about the societal impact of 

pain in Europe and to develop and foster European-wide policy 

strategies & activities for an improved pain care in Europe.  

Register and find out more at www.sip-platform.eu 
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 The last stage of this multi-stakeholder project will consist of endorsing 

and promoting the Recommendations developed in October 2013, as 

well as the questionnaire results these are based on. This will help raise 

awareness to the general public and also to the decision-makers. Several 

press conferences will be organized nationally for this, and will open 

with an European one in Brussels, on November 17. 

Pain Patient Pathways Recommendations 
Last stage: dissemination and awareness 

Step 2: Recommendations drafting and 

discussions, 22-23 October 2013, 

PPPR Workshop, Bruxelles 

 

The workshop involved 45 representa-

tives of patientsõ associations, health 

professionals and representatives of 

national ministries of health. 

The discussions were based on the    

results of the questionnaire and on 

identifying the main challenges, actors 

and then solutions needed for ensuring 

that these 5 rights are respected. With 

a final result of 11 recommendations, 

these were further condensed           

according to topic and will be publis-

hed in January 2014. 

 

Step 3: Endorsing and promoting the 

final recommendations - ongoing 

The final step of this project is to 

make all the work known to the rele-

vant people and institutions, so that 

the voice of the chronic pain patients 

can be heard and make an impact.  

This will be done through press       

conferences to diseeminate the results 

and get media awareness and political 

attention. 

It will debute by a European-wide 

press conference, on the 17th of       

November in Brussels and will conti-

nue nationally, in the countries that 

were most involved in the project. 

The Pain Pat ient  Pathway             

Recommendations Project is a        

European-wide initiative set out by 

Grunenthal, Pain Alliance Europe 

and      Active Citizenship Network in 

order to understand and improve the 

life of people suffering from chronic 

pain. It will run until December 2014 

and consisted of 3 steps: running 

questionnaires to the 3 major        

stakeholders of chronic pain (policy 

makers, health professionals, and  

p a t i e n t s ) ,  d e v e l o p i n g  t h e                 

recommendations based on the      

results of these questionnaires and 

publishing the ᾴPain Pathway        

Recommendationsᾴ. 

 

Step 1: Surveys  

The surveys were targeted at the 3 

main actors involved in chronic pain 

and aimed at identifying the gaps 

and recognizing the best practices 

in chronic pain management: 

-National Ministries of Health (10 

Ministries interviewed)- the degree to 

which institutional bodies are issuing 

norms and promoting policies and 

actions against unnecessary pain.  

-National Patients Associations or 

Citizens organizations dealing with 

Pain (37 patients and civic             

organizations involved)  

- National representatives of the Eu-

ropean Associations of Health profes-

sionals (54 professionals interviewed)  


