
Welcome word 

P A E  

 

N E W S L E T T E R  

J U N E  1 ,  I S S U E  2 / 2 0 1 4  

N E X T  I S S U E :  

 1st  September 

I N S I D E  T H I S  

I S S U E :  

“My pain feels 

like…” European 

Parliament Event 

2 

PAE General Assem-

bly—April 2014 

3 

Eye for pharma 

award ceremony 

4 

European Chronic 

Disease Summit 

5 

Joint European Con-

gress on Neurology 

6 

Active and Healthy 

Ageing Partnership 

7 

Online questionnaire 8 

Upcoming projects 9 

News from members 10 

CONTACT 

Secretariat 

Grensstraat 7, box 3 
1831 Diegem (Brussels) 
Belgium 

Tel: +32 2 725 01 51 

info@pae-eu.eu 

www.pae-eu.eu 

AISBL: 0843.498.142 

Dear readers, 

 

Welcome to this summer issue of the Pain Alliance Europe 

Newsletter. As president of PAE, I'm very happy that you are 

reading about the activities of PAE. Since the last issue of the 

newsletter we have been quite busy developing more potential 

partnerships with other European patient associations, follow-

ing our agreed strategy of trying to improve the quality of life of patients liv-

ing with Chronic Pain. 

This is a challenging operation which asks  for a lot of effort from the board 

members, but also relies on the cooperation of our members. Therefore, we are 

happy that since the last General Assembly, the board is complete, with 7 

members, and that the present members of PAE have expressed their willing-

ness to cooperate in further actions and in sharing information with each other. 

This newsletter is an excellent opportunity to do so and I would be glad if you 

make an effort of looking into that information as well.    

As mentioned, a lot of things are moving forward for PAE: 

- we are strengthening our relations with EFNA and GAMIAN, as a follow up 

of the Parliament event of February and for emphasizing the connection be-

tween Brain Mind and Pain. 

- We are also looking into strengthening our relations with PARE ( the           

European patients part of EULAR). For that reason we are going to visit the     

EULAR congress Paris In June. 

- We are exploring the possibility of a European interest group which would 

tackle chronic pain in order to achieve strong relations with the newly elected 

members of the European Parliament 

- We are working with other stakeholders to achieve as much as possible during 

the upcoming Italian Presidency including keeping chronic pain on the Euro-

pean Council’s agenda. 

- PAE has undertaken an initiative to cooperation with stakeholders to get an 

agreement on minimum standards of care on chronic pain.                          

Wishing you all a great summer and enjoy your holidays! 
 

Joop van Griensven 

President Pain Alliance Europe. 

 

mailto:info@pae-eu.eu
www.pae-eu.eu
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Brussels, April 10, 2014. At the initiative of Pain Alliance 

Europe,  an exhibition and cocktail reception hosted by 

Petru Luhan, Member of the European Parlia-

ment and winner of the MEP award for Health 2013 was 

organized in the European Parliament. On the occasion, a 

multi-stakeholder platform of patient organizations, aca-

demia and industry, called on EU institutions and national 

authorities to recognize the societal and individual burden 

of chronic pain and to take adequate measures against it.  

“My pain feels like…”                        

European Parliament event 

 
During the exhibition in the European Parlia-

ment, the Pain Patient Pathway Recommenda-

tions, the result of a pan-European  survey span-

ning 18 countries,  were presented to policy ma-

kers for the first time.  

Also, the “My pain feels like…” box – a psycho-

physical experiment developed by the Montesca-

no Pain School of Italy – attracted a large num-

ber of audience and showed, through a combina-

tion of electronic stimulus and heat, how loca-

lized neuropathic feels like and helped empathize 

with the patients suffering from this disease and 

their challenge to express what they feel.  

Representatives of national pain associa-

tions from Belgium, Finland, Germany, Ita-

ly, Poland, Romania, Spain, The Nether-

lands, UK were there to share their expe-

rience and work in the field of chronic pain.  

The exhibition in the European Parliament 

was closed with a reception including pre-

sentations of different perspectives on chro-

nic pain expressed by the policy makers 

(MEP Petru Luhan), the patients 

(Joop van Griensven, Pain Alliance Eu-

rope), the health professionals (Prof. Giusti-

no Varrassi), the scientists (Prof. Roberto 

Casale) and the industry (Jeanette Hübsch, 

Grünenthal). 
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 Following the event in the European Parliament, the PAE members and some 

guests gathered to review the 2013 activities and funds and to discuss funds and 

plans for 2014 and 2015.  Two new Board members were elected and other is-

sues of common interest were brought up. 

 

PAE General Assembly 

April 9, Brussels 

 

HILDA WIEBERNEIT-TOLMAN  

One of the founding members of PAE, Hilda is 

involved in stakeholder associations for pain 

since 1993. Since 2003, she is producing the 

journal ʺPijnperiodiekʺ and DVDs with pa-

tients‘ experiences. Over the last 2 years, she 

has been working on the project ʺVision on 

painʺ and recently has been asked to join the 

Dutch Brain Council. Her present job is coordi-

nator for research on the Health Department of 

the University Hospital in Leiden.”  

MARIAN NICHOLSON 

Marian has been director of the Shingles 

Support Society (SSS) since it was founded 

in 1996. The SSS supplies information about 

shingles and post-herpetic conditions to pa-

tients and family doctors. She is also a foun-

ding member of Pain UK, an alliance of cha-

rities providing a voice for people in pain, 

created in 2011. and is an active member of 

its Board, serving as chair of the mem-

bership sub-committee.  

New Board Members 

Other updates 

The meeting focused on the achievements of 

2013 (secretariat, PPPR report, awareness in 

the European institutions and other relevant 

stakeholders), but also on the challanges 

(funding, members’ involvement through the 

Working groups).  

For the period ahead, PAE will focus on the 

work to prioritize chronic pain on the agenda of 

the European institutions, through several 

campaigns and awareness projects, together 

with variousother stakeholders. 
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Eyeforpharma is the world’s largest meeting 

of commercial pharma executives, with over 

800 global attendees who aim to demons-

trate real innovation and real value for cus-

tomers. The awards ceremony brings on 

stage the most valuable initiatives—PPPR 

Project was one of them! 

 

PAE at “Eye for pharma”  

Award Ceremony 

 
Arriving at my hotel in Barcelona, I had to 

prepare myself for the “Eye for pharma” 

award ceremony. We were there because 

we had nominated Konrad Labuschagne 

for the Customer Innovator Award for the 

Pain Patient Pathway Recommendations 

project. After an enjoyable dinner, the cer-

emony took place and the Innovator 

Award was the fourth in a row of five cate-

gories. Unfortunately, Konrad was  not the 

winner of his category but still we received 

attention by having the video on stage for 

everyone there to see. We were also able to 

talk about the project and about chronic 

pain to some of the participants we met 

Note from the President 

The award winners were: 

 Most valuable patient initiative or 

service; Bayern Healthcare "don't 

leave love to luck" app 

 Most valuable HCP or healthcare ini-

tiative; The George institute of Global 

health, Australia Foodswitch app 

 Most impactful emerging or global 

initiative; Astra Zeneca, Turkey, Sub-

Sahara Africa Cancer outreach 

 Customer innovator Award; John 

Pugh, Boehringer Ingelheim, Germa-

ny 

 Lifetime Value Achievement Award; 

Patrick Cashman, Lundbeck, Canada 

Chronic pain video 

The video was made specifically for this 

ceremony, in order to show the work and 

the results of the Pain Pathways Recom-

mendations Project and why it  

represents an innovation for patients. It is 

now available for download on the PAE 

website and all PAE members who parti-

cipated in this project can use it. 

http://www.eyeforpharma.com/barcelona/#
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Among other  key t opics ,  the  f i r s t 

EU summit on chronic diseases discussed the medical, 

social and economic benefits of sustainable invest-

ments in health; ways to reduce the burden of chronic 

diseases; and how to strengthen the prevention and 

management of chronic diseases.  

 

 

European Chronic Disease Summit 

The Italian minister confirmed in her 

speech that Pain Management and 

palliative care was an item on the Ita-

lian agenda for health issues. 

More info on this, including all the 

presentations and video recor-

dings ,can be found on this link: 

h t t p : / / e c . e u r o p a . e u / h e a l t h /

major_chronic_diseases /events /

ev_20140403_en.htm    

In the picture you see the Italian Mi-

nister for Health in which pain mana-

gement and palliative care are clearly 

shown as future objectives. 

On April 3 and 4 the European sum-

mit on chronic diseases was organised 

on initiative of the Euro Commissio-

ner for Health, Tony Borg. It was 

held in the office buildings of the Eu-

ropean Commission and had a two 

day full program. 

The first day was filled with 

workshops dealing with the issues of 

chronic diseases. Your president was 

able to follow two of them. The first 

one addressing Major Chronic        

Diseases in Europe - added value 

through EU action in the morning 

session. The second one - Investing in 

Health – dealt with economic and 

social aspects of chronic disease pre-

vention and manage-

ment.  

In the evening there 

was a reception which 

was intended for net-

working. 

The second day was a 

plenary session with 

speeches of the past 

European presidency 

(Ireland) the present 

European presidency 

(Greece) and the fu-

ture European presi-

dency (Italy). 
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 On May 30– June 2, Pain Alliance Europe joined   

EFNA (European Federation of Neurological         

Associations) at the Joint European Congress on 

Neurology. There, numerous opportunities arose for 

Pain Alliance Europe: raising awareness at the pa-

tients’    corner, participation in a scientific panel, 

contacts and possible future collaborations  

 

Joint European Congress on  

Neurology 

Patients corner 

Pain Alliance Europe was represented at the exhibition 

that took place throughout the Congress by Viorica Cur-

saru, PAE Board member, together with Georgiana 

Huiban, PAE Communications Officer. Nearly 10 000 

participants were at the Congress—scientists, doctors, 

industry representatives. This ensured a great visibility 

for the work of Pain Alliance Europe and encouraged 

through the common umbrella of EFNA for greater pa-

tients involvement, collaboration and joint initiatives. 

Improving doctor-patients communication workshop 

An initiative that brought 

forward the underlying issues of 

patient-doctor communication 

and had opinions, role-plays and 

scientific explications for this 

major issue that patients are 

being confronted with. This is 

the first action of this 

«  Communicat ion  chal -

lange ʺprojectʺ, which EFNA 

will be continuing. 

Patients sitting for the first time in the scientific panel 

For the first time, patients had a place 

and a voice in the scientific panels. 

Viorica Cursaru had a chance to pre-

sent PAE’s work and to liaise with the 

committee for sharing questionnaire 

results, for organizing future events 

focused on ʺMind, cognition and 

painʺ, and for cotinuing a good colla-

boration with the scientific societies. 
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Following the Societal Impact of Pain (SIP) meeting in 2012, 

the three partners: EFIC , Grunenthal and PAE  jointly sub-

mitted a commitment to the European Commission’s Europe-

an Innovation Partnership on Healthy and Active Ageing.  

This initiative brings together EU regions, industry, health 

professionals and patients in order to improve the quality of 

life of older people, by working in six thematic Action Groups. 

Active and Healthy Ageing Partnership 

Integrated Care Meeting  

The 6th meeting of the Action Group 

B3 on Integrated Care (AG B3) took 

place in Brussels on the 2nd of April 

2014 as a satellite event to the 14th 

International Conference on Inte-

grated Care.  

Georgiana Huiban represented PAE, 

together with Prof. Giustino Varrassi 

(EFIC) and Konrad Labuschagne 

(Grunenthal). They were updated on 

the importance of delivering results 

as the new Commission come since 

2014, as well as future key events 

(eHealth Forum, Industry Outreach 

Event, Frailty Conference, Confer-

ence of Partners, and other regional 

events). They were told  about the 

nine B3 Action Areas – the focus this 

year will be on the analysis of good 

practices, maturity mapping and the 

development of toolkits. And were 

informed about communication is-

sues and encouraged to use the EIP 

channels to promote their work. 

Maria Iglesia Gomez (DG SANCO) 

and Ilias Iakovidis (DG CNNECT) 

welcomed the old and new members 

of B3. They highlighted that EIP-

AHA B3 participants have already 

had an impact; B3 partners are quot-

ed in a number of policy processes, 

run by Member States, the European 

Commission or the WHO. The B3 

good practices should be scaled up 

and developed into policies to pre-

pare the ground for the next Com-

mission. Upcoming events in the B3 

group include an 'EIP meets Indus-

try'event scheduled for 23 September 

in Brussels. For this industry out-

reach event, B3 members will be 

asked to provide their input to iden-

tify horizontal topics (such as silver-

consumer market, innovative pro-

curement, data protection issues) as 

well as key industry players to en-

gage with.  
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The questionnaire on the PAE website aims to 

gather information from the chronic pain pa-

tients, in order to better represent their voice and 

intetrests. The first one focused on general infor-

mation, while the second one deals with a multi-

disciplinary approach to chronic pain. A third 

one will be launched on the 15th of June on the 

PAE website. 
 

 

Online questionnaire 

 
The questionnaire had almost 100 re-

spondents. It had open questions on: 

what condition was diagnosed, therapies 

tried, how often pain medication is used, 

what therapies the doctor recommended, 

the experience with those therapies, the 

recommendations to a chronic pain pa-

tient, suggestions for improving pain 

management in his country. 

The results were very insightful and had 

real life experiences, emotions, sugges-

tions and interesting statements. An 

elaborated report will be released to com-

prise all the results on June 15. 

Results from ʺMultidisciplinary approach to chronic pain questionnaireʺ 

An interesting aspects is that most of 

the respondents mention more than 

one condition. Though the vast ma-

jority admit taking pain medication 

every day, there are a few that say 

that they now almost never use it, 

since other approaches worked better. 

Most of the respondents claim their 

doctors never recommended anything 

other than medication; some have 

never tried other methods to relieve 

pain. Some of their advices to new 

chronic pain patients are elaborated 

below: 

New questionnaire from 15th of  June on the PAE Website! 

ʺTry everything. Most importantly - adjust your lifestyle.ʺ 

 

ʺDon't be afraid to move, it's easy to become stiff and then the pain gets worse. But 

it is important to listen to your body- small soft movements, a walk etc. And don't 

be afraid to say no, most of us are overachievers and don't want to say no.ʺ 

 

ʺCognitive pain therapy to find her/his own way to cope with the problem.ʺ 

 

ʺ Lot of excercise, rest, swimming, sauna, pharmacology, support groups, yogaʺ 

The third questionnaire which will be launched on the PAE website (www.pae-

eu.eu) will tackle the issue of ʺThe social aspect of chronic painʺ 
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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. 

     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-

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  

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 

achieving our common goals.  

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-

ing of the EU Institutions.  

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-

holders to build this for next years. 
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 ACN holds the 8th European Patient Day in Brussels 

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 will be the 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 

models of networks and to encourage 

organisations of patients with chronic 

diseases to take the lead in the debate 

on patient empowerment and to ac-

tively participate in the health poli-

cies at national and EU levels. 

A manifesto tackling these issues was 

produced with the occasion. 

 

Focused on “The role of citizens’ 

organisations in the empowerment 

of patients with chronic diseases”, 

the general objectives of the confer-

ence were to increase awareness 

and information on the concept of 

patient empowerment, to bring to-

gether and compare the different 

 Myeloma Euronet 

We have pu-

blished the 

second edition of Multiple Myelo-

ma - Diagnosis and Treatments, 

where a section is allocated to pain 

therapy. 

We have received confirmation for 

participation to our annual mee-

ting from Prof. Dr Werner 

Linketsch, University Hospital in 

Graz and Dr. Anna Sureda, San Pao 

Hospital in Barcelona. 

At the invitation of Celgene, I made 

a visit to Celgene Factory in Neucha-

tel, Switzerland where , among other 

medication, they produce vital medi-

cine for the treatment of multiple 

myeloma. 
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 Hilda Wieberneit receives award for work in pain 

News from members - continued 

When celebrating the King’s birth-

day in The Netherlands, it is usual 

to knight those people who 

achieved  an outstanding perfor-

mance for society. On April 25, the 

last office day before the King’s 

birthday, mayors throughout the 

Netherlands honour those people in  

SFF Sweden updates 

Political meeting — As a result of 

our survey to the parliamentary 

parties, we were invited by one of 

the major parties to come to 

Stockholm for a meeting to fur-

ther discuss the situation for fi-

bromyalgia patients in Sweden.  

 

Nordic Meeting — In March, our 

association hosted the annual 

Nordic meeting for fibromyalgia 

associations. Participants, apart 

from us, were the associations 

from Norway, and Denmark. As 

always, the meeting was very 

good, and interesting. We de-

scribed the development in our 

countries since the last time we 

met, and also exchanged experi-

ences and ideas for the future. We 

agreed that it is very important to 

work on a political level in order to 

try to improve the situation for peo-

ple affected by fibromyalgia.  

Short Information Film on Fibromyal-

gia — On the 12th of May 

(International Fibromyalgia Aware-

ness Day) we launched our new infor-

mation movie on fibromyalgia. The 

movie is 9 minutes long and is aimed 

at both fibromyalgia patients as well 

as those who do not know anything 

about the disease. In just one day our 

Facebook post, with the link to the 

movie on YouTube, had been shared 

over 700 times on Facebook, and had 

been seen by over 50,000 people.  

 

a familiar place for them. This was 

also the case in Leiden, where 

Mayor Lenferink presented Hilda 

Wieberneit, PAE Board member 

and president of Pijn Platform Ne-

derland, the title “Knight of the 

order of Oranje Nassau”. 
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FINNISH PAIN ASSOCIATION—HELPER OF THE YEAR 

News from members - continued 

ISAL FOUNDATION—INTERNATIONAL DAY ON PAIN 

On Saturday, the 27th of September 

2014, ISAL will organize the “Pain 

worldwide day”. 

The main aims are: to inform people 

about chronic pain treatments and 

pain centres, to propose a fundrais-

ing for the scientific research and to 

sensitize politics and health institu-

tions about pain cares. 

Started in 2011, ISAL day has been 

growing up: at the first edition, 33 

Italian cities joined the event, in 

2012 there were 54 Italian and 3 

from the world (London, Buenos 

Aires, Mendoza in Argentina).         

In 2013, 90 Italian cities took part, 

as well as some from Australia, Bel-

gium, Canada, Colombia, Germany, 

Great Britain, Malta, Holland and 

Spain were in.  

Last year, almost 20 Italian and In-

ternational non-profit Associations, 

together with many territorial 

“friends of ISAL” associations, made 

real the day “Hundred cities against 

pain”.  This network can grow and 

ISAL are calling everyone to join the 

cause: associations, authori-

ties, foundations and also companies 

and single citizens are welcome. 

Jukka Pekka Kouri (MD, Physiatry, 

specialist in pain treatment, Hospital 

and Rehabilitation Orton) has won 

the award for Helper of the Year 2013. 

Ten years ago chronic pain only 

reached the public view in magazine 

headlines when individuals told their 

story.  In most of these stories, the pa-

tient didn’t get any treatment, have 

access to medication or didn’t see the 

pain specialist at all.  At the same 

time, the small group of pain special-

ists and pain nurses tried to handle the 

large numbers of chronic pain patients 

and treat them in the best possible 

way and also give information and 

support to their families and friends.  

The Finnish Pain Association wanted 

to change the situation and they asked 

members to begin to think of a way of 

thanking people who have helped pain 

patients and their relatives in the 

treatment of chronic pain.  The associ-

ation wanted to show how much work 

pain-related nursing staff have done 

and continue to do for chronic pain 

patients and their close ones.  This was 

the birth of the idea of an annual 

award for the ‘Helper of the Year’.  

In 2009, Tempur Suomi Oy had made 

an award, with a 2000 euro grant. 

Tempur Suomi Oy is well known for 

mattresses and pillows which improve 

sleep ergonomics and the quality of 

sleep and want increase media expo-

sure to the healthcare professionals 

working in relevant fields.  Tempur 

Suomi Oy gives awards to pain special-

ist, hypnotherapists and physiothera-

pists.  All the awards are connecting 

the way in which these professionals 

help people survive every day chal-

lenges and improve their quality of 

life.   



June 11-14: EULAR Congress, Paris more info 

September 27: Worldwide pain day, Italy 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 organisation are to promote awareness for chronic 

pain, to promote a European policy on chronic pain and to reduce 

the impact of chronic pain on all areas of the European society. 

These are to be achieved by: 

► Working in close relation with the other stakeholders 

► Gathering and distributing relevant information on chronic 

pain from the patients’ point of view 

► Establishing good relations with potential sponsors 

► Promoting/ initiating research on chronic pain 

► Growing the association 

► Obtaining visibility through events, website, media coverage 

PAE 

Future events 

November 2012, Aa-

http://www.eular.org/index.cfm?framePage=/congress_general.cfm
http://www.fondazioneisal.it/en/pubblicazioni/weblog/241-giornata-mondiale-cento-citta-contro-il-dolore-ecco-la-data-della-prossima-edizione.html
http://www.ehfg.org/home.html
http://www.sip-platform.eu/id-2014.html

