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Dear readers, 

 

As we are entering the spring of 2014 in this issue of our news-

letter we would like to inform you about the progress Pain Al-

liance Europe has made in the past period.  

The development of the recommendations is finished and you 

can read about this further in this newsletter. This project is 

nominated for an eyeforpharma award and has become a fi-

nalist. The award ceremony is in Barcelona on the 18th of March and your pres-

ident will be attending this.  

Pain Alliance Europe was co-organiser of an European Parliament event called 

“Out of Office” were the president spoke about his personal experience wit 

chronic pain but also referred to Pain Alliance Europe. After this event the 

board of Pain Alliance Europe had a good strategic meeting to discuss the fur-

ther development of Pain Alliance Europe and setting their priorities strait. 

This was followed by a regular board meeting. 

We are planning an own European Parliament event scheduled for April 8th 

followed by a General Assembly on the 9th of April. Both in Brussels. During 

the Parliament event we are trying to make use of the Toolbox used in the 

Change Pain campaign so we are able to let MEP’s and or their staff experience 

the pain sensation chronic pain patients  have on a 24/7 base. 

Beside these activities several other are on the roll all of which the aim is to 

inform every one about chronic pain.  All and all a future were there is a lot to 

do for us and with your support we will make the best of it. 

 

Greetings and hope to see soon. 

 

Joop van Griensven 

President PAE 

president@pae-eu.eu 

+31650222735 

mailto:info@pae-eu.eu
www.pae-eu.eu
mailto:president@pae-eu.eu
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Following the Workshops in Brussels (October 22-23 

2013), in which the result of the questionnaires 

(answered by 10 national health ministries, 54 health 

professionals and 37 patients’ associations from 18 Eu-

ropean countries) were disseminated and concluded in 

the following recommendations, which are open for en-

dorsement on the PAE website and will be heavily pro-

moted further. 

Pain Patient Pathway  

Recommendations Update 

Prioritise 

 The European Commission and member states should identify chronic pain as a health priority  

 Member states should develop and implement effective policies on the prevention, diagnosis, treatment and moni-

toring of chronic pain  

 The European Commission should support the creation of networks among national institutions responsible for 

chronic pain and interested stakeholders, to facilitate the sharing of good practices on pain therapy and palliative 

care-related policies, as well as on pain management pathways 

Raise awareness  

 The European Commission and member states should increase public awareness of chronic pain, by supporting 

information campaigns towards the general public 

 They should also promote initiatives to empower patient and civic organisations so that patients can understand 

their rights and make informed choices  

Educate  

 Member states should place higher emphasis on chronic pain in undergraduate and postgraduate education for 

healthcare professionals 

Stimulate research and data collection  

 The European Commission and member states should continue including chronic pain in research and health-

related programmes and activities  

 The European Commission and member states should support the creation of a database of social and economic 

indicators to track and better understand the impact of chronic pain on society  
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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 docu-

ment for being introduced to the relevant authorities (EU and 

national bodies). It is the time to create momentum for the 

coming opportunities, such as the Italian presidency and oth-

er 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 was organized on the 

18th of February in Brussels. The main 

purpose was to invite all interested par-

ties to express their opinions,  

will be discussed at an EU level for the 

first time, takling Italy’s experience 

and ebst 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. ‘ 

, as stated in a  document published 

by the  Italian Department of Europe-

an Affairs. 

 

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. 

Due mostly to our active Italian mem-

bers (Active Citizenship Network and 

ISAL Foundation), the chronic pain  

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. 
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 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 Inno-

vator Award” for the unique insight it brings on chronic pain, 

collecting information from different stakeholders—patients, 

healthcare providers and policy-makers—in 18 European 

countries. 

 

Pain Patient Pathway  

Recommendations Nomination 

Chronic pain video and global awareness 

The finalists were given the possibility 

to send a video on the content and the 

reason of the project. This will be 

shown during the ceremony, so will 

generate awareness on the project and 

the main partners (Pain Alliance Eu-

rope, Active Citizenship Network and 

Grunenthal). 

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 

conference aims to demonstrate real 

innovation and real value for custo-

mers. 

How can you use this video for your national campaigns? 

This video will be present on the PAE 

website and can be shared with all 

PAE members. It could be then pro-

moted nationally (the voice could be 

easily changed with a different one 

in the national language). 

Also, this will be present on several EU

-events. 

It will be accompanied by leaflets, 

questionnaires report and presentation. 

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


P A G E  5  

 

 

 

 

 

 

      

On January 7, PAE launched a petition  for gaining awareness and addressing 

the pressing need of putting chronic pain in the attention of the EU and na-

tional policy-makers. 

 

ʺWe urge European politicians to include chronic pain and the role of 

chronic pain as a priority in all current and future reviews and frame-

work programs on chronic diseases. ʺ 

 

 

     PAE Petition on chronic pain 

What will happen to this petition? 

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-

dy (Environment, Public Health and 

Food Safety—ENVI).  

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, 

in this case, the president of Pain  

A recent petition on chronic pain declared admissable 

Seeing the PAE petition, Ms. Anna 

Kleszcz from Poland, contacted the 

PAE secretariat to let us know about 

her petition on chronic pain, sub-

mitted last year to the European Par-

liament. She had the 5 minutes pre-

sentation in the Parliament (PETI 

Committee Meeting) on February 10.  

The minutes of the meeting state: 

ʺOn February 10, the PETI Commit-

tee heard petitioner Anna Kleszcz 

(Poland) on the introduction of uni-

form European procedures for the 

treatment of chronic pain in medical 

facilities. Mr. A. Werner from DG 

SANCO, unit Programme Manage-

ment and Diseases, agrees to a certain 

extent to the petition. that area. How-

ever, EU does not have a whole com-

petence in the field of health. This is 

why they will not be able to come 

with guidelines applicable to all 

Member States. He thought that it 

would be better to encourage NGOs 

such as the Pain Alliance Europe to 

draft guidelines and then to agree 

with national organisations in that 

area.  

Jarosław Leszek Wałęsa (EPP, PL) 

suggested putting this petition on 

hold in order to wait for more infor-

mation on procedures.  

Erminia Mazzoni (EPP, IT), chair, 

agreed to make a request for more 

information on this matter.  A deci-

sion will therefore be made at a fu-

ture meeting.  
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The lunch event, hosted by MEPs Marian Harkin and Linda McAvan – 

in conjunction with the leading European Patient Organisations in the 

area of Brain, Mind and Pain: European Federation of Neurological 

Associations, GAMIAN Europe and Pain Alliance Europe, took place 

on the 19th of February, in the Members Salon of the European Parlia-

ment.  The event marked the official launch of a research from the 

Economist Intelligence Unit on the economic and social cost of work-

place absenteeism in Europe and had interventions from the European 

Commission’s Head of Unit for Health, Safety and Hygiene at Work. 

 

ʺOut of  Officeʺ Parliament event co-hosted by PAE 

Report on the event 

‘‘The European Commission attaches 

a great importance to improving 

health and safety at work in the EU, 

taking particular account of the chal-

lenges imposed by the ageing of the 

working population and the need to 

tackle new and emerging risks’, ex-

plains Jesus Alvarez, Deputy Head of 

Unit at the European Commis-

sion’s  Health, Safety and Hygiene at 

Work Unit." 

The echoing message sent by MEP 

Linda McAvan, MEP Marian Harkin 

and Jesus Alvarez, was that collabora-

tion between the EU institutions, pa-

tient organisations and the member 

states is essential for advancing the 

existing projects in the field of health 

and work. 

More information and photos can be 

found on the PAE or EFNA website. 

The EIU report highlighted the vari-

ation in benefits to cover sick leave 

across Europe and the need for better 

information-sharing between Euro-

pean countries to help identify best 

practice. According to the EIU, then, 

a key role for the European Union is 

to build systems that allow for com-

parisons between national systems, 

which would help national policy-

makers identify and pursue best 

practice. 

The patients’ perspectives presented 

by Joop van Griensven (PAE) and 

Patrick Colemont (GAMIAN) under-

lined how the social stigma adds on 

to their invisible diseases and takes 

over their lives. The lack of under-

standing and support from their 

peers, their superiors or the authori-

ties is isolating them from society 

and the workplace, with significan-

teconomic costs for society as a 

whole. Linda McAvan supports this 

view by adding that "people with 

certain long term conditions such as 

neurological disorders need support 

to stay in the labour market when 

suitable work is available. The EU 

can facilitate the exchange of best 

practice both for patients’ organiza-

tions and healthcare professionals." 
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The next general Assembly of Pain Alliance Europe will take place in Brussels on 

the 9th of April, in combination with a Parliament event and exhibition on Chronic 

Pain on the 8th of April. We kindly ask you for your engagement, support and    

ideas into making this a successful and impactful event and we look forward to  

discussing all the coming opportunities and challenges, as well as the 2013 overview 

during the General Assembly meeting.  

  

 

 

 

GENERAL ASSEMBLY, BRUSSELS, APRIL 9 

General Assembly 

 

During the General Assembly, the 

PAE members will have a chance to 

review the 2013 achievements, con-

straints and budget and to build on 

them in order to strategically develop 

the future, in light of the coming op-

portunities.  

Also, this is the chance to get more 

involved through the Working Com-

mittees (Projects, Awareness, Public 

Affairs, Fundraising) or by becoming 

a Board Member. 

We look forward to seeing you there! 

EU Parliament event on chronic pain 

As an European umbrella associa-

tion, one of the most important roles 

for PAE is to develop as a lobbying 

body, being in close contact with the 

EU institutions and other European-

wide associations, with the purpose 

of reaching its goal of having chronic 

pain become one of the health priori-

ties on the agendas of the EU institu-

tions.  

In this respect, strategic actions are 

required for creating awareness and 

engaging the EU institutions in our 

work. 

One of the most beneficial times for 

doing this is in the election years 

(before and after the EU and Com-

mission elections), because this is the 

time when the members are the most 

active and engaged with third parties 

and interest groups. 

Therefore, with the purpose of gain-

ing awareness and support from the 

members of the European Parlia-

ment, PAE has gained the approval 

of MEP Petru Luhan (considered as 

one of the “health champions”) for 

creating an awareness event on the 

8th of April. More details will follow. 

GA MEETING AGENDA 

1) Opening and announcements  (08.30) 

2) Minutes last General Assembly 

3) Elections                                            

       New members  

       Board members 

4) Overview of activities 

2013 Activity and Financial report  

Other activities 

5) Plans 2014/2015                                          

6) Budget 2015 

7) AOB 

8) Closing  

 

Lunch 
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A targeted campaign on pain awareness has been developed recently by 

Grunenthal, in collaboration with Montescano Pain School. Pain Alliance 

Europe is an official supporter of this project and encourages its members to 

make use of its tools in order to develop national campaigns: the pain simu-

lator box, the questionnaire, the results of it, the patients stories and others. 

“MY PAIN FEELS LIKE” CAMPAIGN 

About the campaign 

On the campaign website you will 

find a questionnaire entitled “my 

pain questionnaire” which encour-

ages the patients to use their own 

words for describing their pain, in 

order to increase the health profes-

sionals’ understanding of the asso-

ciated words related to localised 

neuropathic pain. It also inquires 

about how the pain affects the life 

of the patient and invites to high-

light the areas of the body where 

pain is mostly felt. 

Link to questionnaire 

The campaign aims to raise aware-

ness for the burden of localized neu-

ropathic pain patients, to support 

patients in their need for information 

about their unbearable pain, to im-

prove the communication between 

patients and physicians and to im-

prove the misdiagnosis and trial and 

error treatment approach. 

You can find more information about 

this on the campaign’s official web-

site page (available in FR, IT, EN, 

ES and soon DE): 

www.mypainfeelslike.com 

The pain simulator box 

The box was developed by Prof. 

Roberto 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 

express what they feel. It already 

had huge success at the EFIC Con-

gress in October 2013 and was ac-

companied by a market research 

where doctors were asked to describe 

how the pain felt. The descriptions 

included words such as “burning”, 

“tingling”, “electric” and astonish-

ingly 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. 

About the questionnaire 

http://www.mypainfeelslike.com/cmsdata/mypainfeelslike/en_EN/take-the-pain-test.html?pk_campaign=PAE_2014&pk_kwd=questionnaire
http://www.mypainfeelslike.com/cmsdata/mypainfeelslike/en_EN/index.html?pk_campaign=PAE_2014&pk_kwd=home
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Following the Societal Impact of Pain (SIP) meeting in 2012, the three part-

ners: EFIC , Grunenthal and PAE  jointly submitted a commitment to the Eu-

ropean Commision’s European Innovation Partnership on Healthy and Active 

Ageing.  Though Grunenthal has been the main representative in their meet-

ings so far, PAE will start taking an active role in this project, for making the 

chronic pain patients’ voice and interests heard and represented.  

ACTIVE AND HEATHY 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 

lifespan of EU citizens by 2 years by 

2020. 

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.  
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 ACN collects information on good practices 

News from members 
Pain Alliance Europe cur-

rently has 30 members from 

15 European countries, which 

makes it a true European Or-

ganisation. However, the 

goal is to grow more—

Bulgaria, Croatia, Czech Re-

public, Estonia, Greece, 

Latvia, Lithuania, Luxem-

bourg, Hungary, Malta, Por-

tugal, Slovenia, Slovakia—

are not represented in our 

Alliance. Help us grow this 

association to new heights, so 

we would be a truly unified 

voice of all the chronic pain 

patients across Europe. 

This section focuses on the 

news and activites provided by 

the PAE members, As an al-

liance, it is important to know 

each other, to learn one from 

another, to coordinate our na-

tional efforts and to spread the 

best practices to the other 

members. Short facts will be 

further presented,  

 We will thus be able to see the 

different national approaches 

to our common goal of: 

Improving the quality of life 

of people living with chronic 

pain in Europe 

For example: courses in self-

management, integration of hospital/

community services, involvement of 

chronic pain patient associations in 

the organization of services, etc. 

The grid will be attached to the 

Newsletetter and we kindly invite 

you to send it once completed to 

d.quaggia@activecitizenship.net  

The good practice that we would 

like to have information about is 

not regarding clinical treatments 

and therapies, but how pain man-

agement for chronic pain patients 

is organised, accessed, provided (by 

medical or social organisations), 

paid for, and so on.   

 Myeloma Euronet’s struggles with the Ministry of Health 

A t  t h e       

beginning of 

January 2014, we submitted ano-

ther appeal to the Romanian Mi-

nistry of Health for the inclussion 

of Thalidomide in the Oncological 

Program.  This is the 4th request 

no success. 

As a Treasurer for Pain Alliance Eu-

rope, we are facing the same difficu-

lites in terms of funding. I ask the 

support of the Fundraising Com-

mittee for identifyign and contacting 

potential sponsors.  

mailto:d.quaggia@activecitizenship.net
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 ENDO Association of Ireland 

News from members - continued 

Bébhinn NicLiam shared a 100 

page booklet entitled ʺThe Painful 

Truth: 2500 people who live with 

chronic pain tell their storyʺ, deve-

loped by the Northern Ireland Pa-

tient and Client Cuncil and publis-

hed in february 2004. The report 

which outlines the experiences of 

those who live with long-term pain, 

their views of Health and Social 

Care services and outlines recom-

mendations, based on what people 

told us in relation to getting a diag-

nosis, information, treatment and 

care and how they could be better 

supported in the future. 

 Pain Patients with one voice, The Netherlands  

FULL SPEED AHEAD—was 

the title we received the continu-

ation letter from “Pijnpatienten 

naar één stem”.  

In this letter they informed read-

ers about the actual situation of 

this broth coalition of Dutch pa-

tient associations involved with 

chronic pain. 

One of the most interesting 

things was to read about the in-

teraction between the patient as-

sociation and the Dutch Pain So-

ciety regarding the development 

of quality standardisation chron-

Further there is an fund application 

made for an E-learning module 

chronic pain and the development of 

a volunteer group to participate in 

project groups, research and so on. 

They renewed heir website and de-

veloping a questionnaire about the 

total care experience of chronic pain 

patients. 

Their next meeting will be on June 

19th in Utrecht. 

For more information go to: 

www.pijnpatientennaar1stem.nl  or 

send a mail to:                                  

info@pijnpatientennaar1stem.nl  

http://www.pijnpatientennaar1stem.nl
mailto:info@pijnpatientennaar1stem.nl
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 PAIN UK 

News from members - continued 

ISAL FOUNDATION, ITALY 

Say Yes to cannabinoids for ther-

apy and stop the differences, 

which discriminate patients, 

across the Regions. That is Pro-

fessor William Raffaeli opinion, 

during the interview for Corriere 

Romagna, about the personal 

story of Maddalena Migani. This 

woman, 36 years old, is afflicted 

with multiple sclerosis and she 

feels better only using marijua-

na.  Maddalena has been asked to 

the Government its legalization, 

by promoting a petition on 

Change.org, which has already 

reached 15000 signatures.  

“There is a law which allows Regions 

to use, in certain circumstances as well 

as during multiple sclerosis or central 

chronic pain, the cannabinoid” the 

President of ISAL Foundation and 

member of the Ministerial Commis-

sion about pain therapy explains to 

the journalist Patrizia Cupo.  

Sativex is the only cannabinoid reg-

istered and disposable in Italy, but it 

is very expensive. “Someone tries with 

drugs from other countries - ISAL 

Foundation President ends - one of 

this drugs is from Spain but it s about 

300Euros a month”. 

1. The Department for Transport 

wants to introduce new Drug Dri-

ving legislation, by making it an 

offence to drive if any of 17 con-

trolled drugs are found over a speci-

fied limit in the bloodstream. For 

pain patients, any drug that meta-

bolises to an opioid, from ‘co-

codamol’ up to morphine, is in-

cluded in this list. Pain UK sub-

mitted comments to the consulta-

tion process and awaits a response. 

2. In December, the Faculty of 

Pain Medicine of the Royal College 

of Anaesthetists launched a new “e-

Learning for Pain Management” 

programme called “e-PAIN”.   This 

is a multi-disciplinary programme 

providing high quality e-learning 

content for healthcare professionals 

in the NHS who deal with patients 

who have acute or chronic pain.  

3. The ability to self-manage your 

pain can be a life changing skill. 

That’s certainly the experience 

of Peter Moore. Peter was chosen as 

this year’s Pain Champion for his 

outstanding work promoting pain 

self-management. As well as helping 

thousands of people through the 

Pain Toolkit, Peter has been active 

i n  d e v e l o p i n g  s e l f - h e l p 

groups, writing and contributing to 

books and aiding clinical training.  

4. A “Centre for Healthy Ageing” 

is being established with a budget 

of £50 million provided by Big 

Lottery.  The Chronic Pain Policy 

Coalition (CPPC) has been invited 

to submit a brief on pain. The fo-

cus will be on how to keep people 

working rather than focussing on 

condition specific treatment. 

http://it.wikipedia.org/wiki/William_Raffaeli
http://www.corriereromagna.it/news/rimini/1360/--Con-la-marijuana-sto.html
http://www.change.org/it/petizioni/governo-italiano-liberalizzazione-dell-uso-della-cannabis
http://www.change.org/it/petizioni/governo-italiano-liberalizzazione-dell-uso-della-cannabis


March 18: “Health in Europe, making it fairer”, Brussels, 

more info 

April 3-4: European Chronic Disease Summit, Brussels, 

more info 

May 7-10: 7thWorld Pain Congress, Masstricht (The    

Netherlands) more info 

May 7-11: Multi-disciplinary Pain Forum,  Minorca Island, 

(Spain), more info 

May 12-13: The 7th patients’ Rights Day, Brussels, more 

info 

October 1-3: European Health Forum, Gastein Valley 

(Austria) more info 

November 17-18: SIP 2014, Brussels, more info 

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 

Future events 

November 2012, Aachen 

https://adobeformscentral.com/?f=45ieE5Ue3FzWTh%2Au-myT8g
http://ec.europa.eu/health/major_chronic_diseases/events/ev_20140403_en.htm
http://www2.kenes.com/wip2014/Pages/Home.aspx
http://www.painmeeting.org/
http://www.activecitizenship.net/patients-rights/projects/104-7th-european-patients-rights-day.html
http://www.activecitizenship.net/patients-rights/projects/104-7th-european-patients-rights-day.html
http://www.ehfg.org/home.html
http://www.sip-platform.eu/id-2014.html

