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Dear reader , 

 

 

In this third issue of our newsletter you may find all kind 

of information on what the plans are for the first period 

of 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 fur-

ther in the newsletter. 

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 had their worries about the outcome pre-

sented in the guideline. These remarks were send 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 

mailto:info@pae-eu.eu
www.pae-eu.eu
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Questionnaire for chronic pain patients - Part II 

PAE new communication tools 
Having awareness as the main tool 

for reaching its aim, PAE has ex-

plored new ways of communicating 

to its members and partners. 

Opening up to the social media 

p l a t f o r m s  ( F a c e b o o k  a n d 

LinkedIn) will enable: 

 The systematic building of a 

network of followers 

 Direct contact with partners 

 Real-time information 

 Engagement 

 The distribution of news 

from the PAE members 

We therefore invite you to connect 

with us via these platforms, spread 

the news and actively participate 

with your updates and opinions!  

 

 

 

 

 

   Facebook page 

   Linkedin page 

different experiences with these and 

their recommendations. Based on 

this, an inventory of best practices 

will be presented in the next issue of 

the Newsletter (March 2014). 

Please share the link on your web-

site to get as many answers as pos-

sible (thus reliable final results)! 

The first step in improving the life 

of people living with chronic pain 

was to get to know them (see re-

sults of Part I of the questionnaire 

on the next page). 

A next step would be to find out 

their experience in dealing with 

pain.  Certainly, every experience 

is unique and though we cannot 

generalize or nominate a “best ap-

proach”, finding out several alter-

native treatments to medication 

might be a good start for patients 

to explore them and chose the suit-

ed one for their needs. 

This is why the next Questionnaire 

launched on the PAE Website and 

Facebook page will look into this 

matter. It aims to give an initial 

information on the subject, check 

the availability of multidiscipli-

nary programs for pain patients, 

gain insight into the patients’  

https://www.facebook.com/PainAllianceEurope
http://www.linkedin.com/company/4995219?trk=tyah&trkInfo=tas%3Apain%20alliance%20europe%2Cidx%3A1-1-1
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PAE Online Questionnaire Results 

Launched in August, just before the last issue of the Newsletter, the questionnaire      

focused on ʺGetting to know the chronic pain patiensʺ and gathered information on gene-

ral demographic data (country, gender, age), on their chronic pain condition (diagnosis, 

years of suffering) and on their economical situation.  

The questionnaire was completed by 240 chronic pain patients throughout Europe and 

revealed the following information: 

Country Gender Age 

Diagnosis 

Years since diagnosed with chronic pain Economical situation 

Neuropathic Pain 

Fibromyalgia  

Synositus 

Back Pain 

Whiplash Spinal Column 

Postherpeutic Neuralgia 

Interstitial Cystitis 

Bladder Pain Syndrome 

Irritable Bowel Syndrome  

ME 

Wiplach  

Ehlers-Danlos Syndrome  

Epilepsi 

Psoriasisatropati 

Hyper Mobility Syndrome 

Endometriosis  

Morbus Bechterew 

Dischernia  

Borrelia  

 

Arthritis 

Migraine 

Spiral Stenos 

Morbus Dercum 

Restless Legs 

CFS 

Reumatism  

Hortons  

Chronic Lumbago  

Sjögren Syndrom 
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Results of questionnaire and workshop 

Pain Patient Pathway Recommendations 

Brussels Workshop, 22-23 October 

The workshop aimed at disseminating 

the results of the questionnaires sent 

to national Ministries of Health, pa-

tients associations and health profes-

sionals from different European coun-

tries. These were meant to highlight 5 

patients rights and their importance 

across European countries. 

The workshop involved 45 representa-

tives of patients’ 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  solu-

tions needed for ensuring that these 5 

rights are respected.  

With a final result of 11 recom-

mendations, these were further 

condensed according to topic and 

will be released in a final form in 

the beginning of January. 

 

 

 

Workshop results 

 

During the first day of the workshop, 

participants were split into 2 groups, 

each dealing with 2 patients rights, 

and identified the actors, challenges 

and solutions for being able to re-

spect these. 

The results were condensed into 13 

recommendations and openly dis-

cussed in plenary during the second 

day of the workshop. 

They were furthered condensed into 

4 main actions 

needed: 

-prioritize 

-raise awareness 

-educate 

-stimulate  

research 

Questionnaire results 

 

The questionnaires reveal how the 

5 fundamental patients rights are 

respected in the participating 18 

countries: at an institutional level, 

organizations level and professional 

level. The results show that the 

right to avoid unnecessary suffering 

and pain is: 

-not respected at an institutional 

level (with a score of 34 out of 100), 

 -not respected at an organization 

level (with a 

score of 44 out 

of 100), 

-partly respected 

at professional 

level (with a 

score of 65 out 

of 100) 

QUICK FIGURES 

18 European countries 

37 patients organisations 

54 health professionals 

10 Ministries of Health 
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PAE General Assembly 

November 28, Brussels 

The members of Pain Alliance Europe 

gathered in Brussels for the second    

General Assembly of 2013, in order to 

conclude on the year and prepare the 

actions for the first part of 2014.  

17 people representing 10 countries     

arrived to Brussels for the meeting.  

The program started with a welcome 

dinner on the evening of 27 of November 

and continued with the General          

Assembly meeting on Thursday, the 

28th, from 09:00 to 13:00. 

 

 

 

    

 

  

 
 
The meeting presented the main activities and results from 2013 and 

explained the ambitions for the future: organizing events in the Eu-

ropean Parliament prior to the elections, circulate a petition, collabo-

rate with other associations, increase the members’ involvement and 

making sure the budget is enough to cover these ambitions. 
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“Sick of work” 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 

Plans for 2014 

 
The first quarter of 2014 will bring 

some important activities for PAE: 

an event in the European Parlia-

ment on ʺSick of workʺ (together 

with EFNA and GAMIAN and 

hosted by MEP Marian Harkin and 

MEP Linda McAvan), a petition on 

patients’ rights, the endorsement of 

the final recommendations of the Pain 

Patient Pathway Recommendations 

and developing actions in the 4 

working groups created: Fundraising, 

Awareness, Projects and Public      

Affairs. 

in Europe and the cost to 

employees, employers and the 

state will be presented by “The 

Economist Intelligence Unit”.  

Other speakers from 

t h e  E u r o p e a n 

Parliament and 

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 

Petition on patients’ rights 

Using the opportunity of the 2014 

Parliament Elections, PAE will 

launch its petition on making 

chronic pain a priority in the     

future strategies of the European 

Union on the 2nd of January. This 

will ensure maximum visibility 

and will facilitate the creation of 

an event in March in the  Euro-

pean Parliament in order to   

present the signatures and opi-

nions 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. 
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Plans for 2014 - continued 

 

The final stage of the Pain Patient 

Pathway Recommendations Project 

is the  creation of a set of  guidelines/

requests from the actors involved in 

respecting the rights of chronic pain 

patients. These have been created 

based on the questionnaires rolled 

out in 18 European cuntries and   

involving Minsitries of Health,     

patients and professionals, and also 

on the Workshops from October in 

Brussels, where 45 representatives of 

Patients’ associations, health profes-

sionals and representatives of nation-

al Ministries of Health attended. 

The Recommendations will be sent in 

their final form in January to all the 

patients’ organisations and will need 

support and signatures before        

presenting it to the EU institutions. 

 

working group is chaired by a Board 

member and has been joined by the 

present members, according to their 

preferences and experience. The 

members that were not present are 

invited to join one of these groups, at 

choice, by sending an e-mail to the 

secretariat: info@pae-eu.eu. 

 

 

 

Endorsing the Recommendations 

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 



P A G E  

 

News from members 

 

 

 

 

    

 

 

PAE  New members 

Pain Alliance Europe cur-

rently has 30 members from 15 

European countries, which 

makes it a true European orga-

nisation. However, the goal is 

to grow more—Bulgaria, Croa-

tia, Czech Republic, Estonia, 

Greece, Latvia, Lithuania, 

Luxembourg, Hungary, Malta, 

Portugal, Slovenia, Slovakia—

are not represented in our al-

liance. Help us grow this asso-

ciation 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    

alliance, it is important to 

know each other, to learn one 

from another, to coordinate 

our national 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 

ISAL was born in 1993 to promote the 

knowledge and research in the pain 

therapy field. It is the only Foundation 

in Italy working for chronic pain and it 

comprises: research, formation (courses) 

and voluntary work with more than 30 

Associations in the national territory 

supporting healthcare . 

 

 

 Fondazione ISAL, Italy 

 
FOCUS Fibromyalgie Belgique 

We offer moral support and infor-

mation to patients and their relatives ; 

we organize meetings, discussion 

groups, training courses for the social 

and paramedical workers ; we attempt 

to raise awareness among medical staff 

and politicians; we publish a quarterly 

magazine and an informational guide-

book. 

Sine Dolore, Spain 

A non-for-profit association with the 

mission to inform and advise the 

general public about chronic pain, to 

foster and promote mechanisms and 

pain syndromes, as well as to im-

prove the treatment of patients with 

acute and chronic pain. 

 

SAMENWERKINGSVERBAND 

PIJNPATIËNTEN NAAR ÉÉN STEM 

(Pain Patients Partnership to one 

voice), The Netherlands 

Our co-working organization of over 

12 (disease-related) interest-groups, 

concerning chronic pain aims to im-

prove the Pain healthcare system, in 

collaboration with medical practi-

tioners, (pharmaceutical) industries, 

insurance companies, politicians and 

governments.  
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News from members - continued 

 

 

 

 

 

    

 

 

As a new associate member of the   

European Federation of Neurological 

Associations (EFNA), PAE attended 

the EFNA General Assembly in         

Vienna in September and promoted 

our goals and mission at the Patients’ 

Pain Alliance Europe at World Congress of Neurology 2013  

corner, organised during World Con-

gress of Neurology 2013. Ms. Viorica 

Cursaru (PAE Board Member) was 

our representative there and enjoyed 

great attention and interest from 

professionals and patients alike. 

Schwarzbuch Schmerz“ is a new book 

published by Deutsche Schmerzliga e. 

V. (German Pain League) that informs 

about of the shortage of pain specialist 

centers in Germany.  

In the first part, it provides statistics 

about the situation of pain patients in 

Germany.  

In the second part, chronic pain pa-

tients tell their personal stories.  

In the third part, Deutsche Schmerzliga 

calls the decision makers in the German 

health care system for action to im-

prove the situation. 

The pictures in the book were painted 

by pain patients. 

You can access it here. 

Deutsche Schmerzliga—German Pain League 

http://www.schmerzliga.de/schwarzbuch_schmerz/
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News from members- continued 

 

 

 

 

 

    

 

 

On 18 November 2013, 

Myeloma Euronet Romania held the 

4th Annual Conference for the pa-

tients suffering from multiple myelo-

ma.  The conference has taken place 

at the Amphitheatre of the Fundeni 

Hospital in Bucharest,  and was at-

tended by 50 patients and their care 

takers the conference was attended 

by Prof.Jorge Sierra, Director of the 

Hematological Hospital in Barcelona 

and one of the Carreras Foundation. 

In her presentation,  Viorica Cursaru 

stated that lack of proper treatment 

for pain and suffering, especially for 

multiple myeloma patients who suf-

Myeloma Euronet Romania 

fer from excruciating pains, repre-

sents a violation of the human 

rights.  She also spoke about the ina-

bility of the Romanian Ministry of 

Health to provide suitable imedica-

tion for the treatment of the MM 

patients (such as Thalidomide and 

Lenalidomide). 

The conference was followed by a 

round table with hematologists and 

medical assistants. 

The event was reflected in the Medi-

ca Academica, a prestigious Romani-

an Journal  which highlights medical 

events and/or medical  issues of in-

terest . 

Fibromyalgia Association of Sweden (Fibromyalgiförbundet) 

Survey: “Young with FM 2013” 

In March we published a survey tar-

geted to young people with fibromyal-

gia, answered by a total of 243 re-

spondents. A preliminary analysis has 

been done, and a more complete re-

port will be released. 

Negotiating benefits for  our members 

Exercising is very beneficial when you 

have fibromyalgia, but our members 

are often restrained by their financial 

situation. During the last months, we 

have negotiated with one of the big-

gest gym chains in Sweden to offer 

our members discounts on training 

passes at this gym. We have also man-

aged to get an offer which enables our 

members to have online trainings free 

for one month.  

Article in medical newspaper 

In June,  a debate article 

(collaboration between our associa-

tion and Peter Andersson, a special-

ist in rehabilitating medicine and 

general medicine) was published in 

“Dagens Medicin”, a weekly newspa-

per for those who work in the health 

care sector.  The article stressed the 

fact that fibromyalgia sufferers are 

not taken seriously by health care 

professionals, and that they have to 

wait too long for a diagnosis.  

New Study Circle Material  

We have completed a totally new 

study circle material, called “To feel 

good with fibromyalgia”, which is 

accessible for all our local associa-

tions through our website. 

(http:/medicaacademica.ro/2013/11/18/varsta-medie-a-pacientilor-cu-mielom-multiplu-in-scadere/)
(http:/medicaacademica.ro/2013/11/18/varsta-medie-a-pacientilor-cu-mielom-multiplu-in-scadere/)
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News from members- continued 

 

 

 

 

 

    

 

Pijn Platform Nederlands 

Fight together for these rights and don’t 

suffer in silence: 

-the right to be believed 

-the right to be treated with dignity and 

respect 

-the right to have the pain treated and 

managed at the earliest possible stage 

-the right of access to the best possible 

technologies and therapie in pain 

treatment and management 

-the right to be informed about all the 

pain management options available  

-the right to live with the least amount 

of pain possible 

-the right to be treated on at least an 

equal footing with all  who have been 

diagnosed as having a chronic illness 

 

My Danish patient organisation FAKS 

hosted the SIP 2012. After the confe-

rence, president Pia Frederiksen and I 

sat down with chief consultantGitte 

Handberg to join forces. After months of 

groundwork this finally lead to the esta-

blishment of the interest organisation 

SmerteDanmark (PainDenmark) in fe-

bruary 2013. 

PainDenmark has taken important steps 

towards becoming an important player 

in the pain area. 

We have suceeded in raising money for a 

web page which is now up and run-

ning—www.smertedanmark.dk 

President Gitte Handberg has been 

crowned equal ambassador by the minis-

ter of health. 

FAKS Denmark 

The last couple of years FAKS have 

extensively been contacted by people 

with chronic pain about financial, me-

dical and economical problems. The 

contacts of FAKS with The Ministry of 

Health have paved the way for govern-

ment foundings for a collaboration with 

PainDenmark on a telephone advisory 

line for citizens with pain issues. 

The best regards to all of you other 

PAE members out there in Europe 

fighting to make a better world for 

people with chronic pain. 

Many a little, really, can make a mickle 

- coming together can inspire and make 

a difference ! 

Lars Bye Møller,  

Vice President SmerteDanmark, FAKS 

Sine Dolore, Spain 

Information and awareness campaign  
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Chronic pain—info and news 

Follow the News section on the PAE website and the PAE Facebook page for the la-

test updates on chronic pain (news, researches, events) . If you want to share your 

news or events here, please send an e-mail to info@pae-eu.eu. 

”The development of chronic pain: physiological CHANGE necessitates a mul-

tidisciplinary approach to treatment” - here:  

 Seeking healthcare in another EU Member State – know your rights—  a com-

prehensive leaflet published by the European Commission – see here. 

The results of the first Europe-wide study on pain education provision for un-

dergraduate medical students can be downloaded here  

A black triangle will start appearing on product information to encourage re-

porting of suspected adverse reactions—more information here 

Pain relief without painkillers—read the article here 

Foods that help in fighting the pain –read here 

Brain scan database aims to accelerate chronic pain research—read here 

Using sound to manage chronic pain—read the study here 

Music therapy in the form of an android app—an interactive tool for people 

with chronic pain. The music has been designed by music psychologists, to af-

fect pain perception and to help with relaxation and falling asleep. The 

research group at the University of Malaga invites people with chronic pain to 

download the app for free and provide them with feedback. It was designed in 

cooperation of the American Chronic Pain Association— download it here 

Pain Matters—the documentary featured on Discovery Channel explores what 

chronic pain is, its individual and societal impact, and the future of pain mana 

gement through the stories and struggles of six individuals living with chronic 

pain and their loved ones, as well as perspective from leading national experts 

in pain management—for more information click here.  

http://www.pae-eu.eu/?page_id=14
https://www.facebook.com/PainAllianceEurope
http://informahealthcare.com/doi/pdf/10.1185/03007995.2013.810615
http://ec.europa.eu/health/cross_border_care/docs/cbhc_leafletet_en.pdf
http://efic.org/index.asp?sub=lWaAG1sc58KESH
http://www.ema.europa.eu/ema/index.jsp?curl=pages/news_and_events/news/2013/09/news_detail_001900.jsp&mid=WC0b01ac058004d5c1
http://www.huffingtonpost.com/cathy-margolin-lac-dipl-om/painkiller-alternatives_b_865621.html?utm_hp_ref=chronic-pain
http://www.losethebackpain.com/blog/2010/09/23/7-super-foods-that-silence-pain/
http://www.voanews.com/content/brain-scan-database-aims-to-accelerate-chronic-pain-research/1785287.html
http://www.sfu.ca/sfunews/stories/2013/using-sound-to-manage-chronic-painstudy.html
https://play.google.com/store/apps/details?id=com.melomics.apps.atlife2.interfaz
http://www.multivu.com/players/English/62385-teva-pharmaceuticals-discovery-channel-pain-matters/


General Assembly of ENFA (European Network of Fibromyal-

gia Associations) : 9th of December 2013, London , UK 

Cross-Border Healthcare Conference, 9-11 December 2013,  

Brussels, Belgium  

Patients and consumers Training session, 10 December 2013 and 

MA Human Scientific Committees' Working Party with Pa-

tients' and Consumers' Organisations, 11 December 2013, EMA, 

London, UK 

EFPIA (European Federation of Pharmaceutical Industries and 

Associations) Patients Think Tank—13 December 2013,     

Brussels, Belgium 

The Careum Congress 2014 17-18 March 2014 in Basel, Swit-

zerland. “The power of patients 3.0” - ways to engage patients 

in future healthcare systems 

Congress of the European Association of Hospital Pharmacists, 

26-28 March 2014, Barcelona, Spain          

The 7th European Conference on Rare Diseases and Orphan 

Products (ECRD 2014 Berlin): 8-10 May 2014, Berlin, Germany  

General Assembly of Fibromyalgia Association of Sweden: 10th 

of May 2014  

Secretariat 

Grensstraat 7, 1831 

Diegem, Belgium 

Phone: +32/ 2 725 0151 

Fax: +31/ 2 720 68 73 

E-mail: info@pae-eu.eu 

Contact person: Georgiana Huiban, 

Communications and PA Officer 

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 

http://www.careum.ch/web/congress-eng/call-for-abstracts
http://eurordis.us2.list-manage1.com/track/click?u=c982ba6eb2de2c3f943502a83&id=c79d8e4002&e=d090ac3709

