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Dear reader, 

 

This is the latest Pain Alliance Europe newsletter. It will keep you up-to-date 
with the activities done by us and by our members. But that’s not all. We will 
also inform you about our future activities.   

We will tell you about meetings of the Brain Mind and Pain interest group 
and the tour around the European Parliament; and some of the ideas we have discussed with 
our partners regarding future events. 

You will see more about the outcome of our General Assembly, the progress PAE has made 
and the activities we are going to undertake. 

The “Red Balloon” project is being made possible by the support of Boston scientific. In this 
project we will need your help. So watch out for future information on this. Keep your phone 
or tablet ready because you will need that. Show Europe they can never forget about the 
chronic pain patient. 

We will explain how you can be involved, with us, in the SIP symposium on May 23 and 24 in 
which we are a cooperative partner: be actually present, and/or endorse this activity, be part 
of the information market and tell others about this.  

PAE is also involved in an activity organised by ACN the European Union Civic Prize On 
Chronic Pain. You can read more about this in this newsletter: you may wish to submit and 
entry – or tell your members how they can. 

This is just a short summary of what is in this newsletter, too short to tell you everything which 
is on our minds. We are really looking forward to the upcoming period. It promises to be an 
exciting one for the great chronic pain community in Europe. Support your national associa-
tion so they can do the same for PAE. Let’s make a difference and let us be the voice of peo-
ple with chronic pain. 

If you want to react to the info in this newsletter, or you want some other information, or you 

want to share your ideas please feel free to contact us at info@pae-eu.eu 

 

Joop van Griensven 

President Pain Alliance Europe 

the voice of people with chronic pain  
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Pain Alliance Europe currently has 33 members from 16 European 

countries, which makes it a true European Organisation. However, 

the goal is to grow more, as countries such as Bulgaria, Croatia, 

Czech Republic, Estonia, Greece, Latvia, Lithuania, Luxembourg, 

Hungary, Portugal, Slovenia, Slovakia are not represented in our Al-

liance. Help us grow this association to new heights, in order for all 

of us to become a truly unified voice of all the chronic pain patients 

across Europe.  

This communication tool focuses on the news and activities 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 

or general updates will be given later on. 

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 

the voice of people with chronic pain  



 

 

P A G E  3  

 

 

LET’S MAKE CHRONIC PAIN VISIBLE… JOIN-

ING THE RED BALLOON PROJECT! 

 

Pain Alliance Europe’s mission is to improve 
the quality of life of people living with chronic 

pain. One of our main objectives is to raise awareness with politicians and policymakers, 
healthcare providers, employers and the general public. There are over 100 million people 
suffering with chronic pain in Europe. 

Chronic pain has a huge societal and economic impact and can affect any one of us in our 
lifetime. 

 

The Red Balloon Campaign aims to raise awareness of the critical impact of chronic pain on 
the individuals, their loved ones and us as a society. We want to make a change and im-
prove pain management across Europe for today and for future generations. 

In order to do so we need your help to spread the word and ‘Release the Pain’ …because 
together we can achieve so much more! 

 

Support the Red Balloon campaign. Show yourself and 
make chronic pain visible. Be part of the project by post-
ing your pictures and videos of the red balloon on Face-
book, Instagram or Twitter using the hashtag 
#RELEASETHEPAIN. 

 

Thank you for your support. 

Joop Van Griensven – PAE President 

 

“Can we deliver innovative medical solutions that improve the health of 
patients around the world? Yes but not alone... Partnering with the commu-
nity of pain management specialists and patient associations is essential to 
deliver life-changing technologies to chronic pain patients; and develop 
meaningful innovation that fits patient needs and not ask a patient to adapt 
to a given technology." 

Vincent Sourdaine, Director Europe, Boston Scientific Neuromodulation 
Europe 

Find out more about The Painful Truth here. 

 

As a leader in global medical technology for more than 35 years, Boston Scientific aims to advance science 
for life by providing a broad range of high performance solutions that address unmet patient needs and 
reduce the cost of healthcare. For more information, visit us at www.bostonscientific.com and connect with 
us on Twitter @BSC_Neuromod 

the voice of people with chronic pain  
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SIP Symposium ‘Time for Action!’ on 23-24 May in Brussels  

  

Pain places a heavy burden not only on people but also on society, in the form of elevated 
healthcare, social and employment costs. We’ve reached a point of urgency for European gov-
ernments and EU Institutions to act and put the societal impact of pain on their policy agenda. 

The Societal Impact of Pain (SIP) Platform Symposium, ‘Time for Action’, taking place on May 
23 and 24, will drive this urgency to the heart of the European institutions in Brussels, and bring 
together international experts, patient representatives, policy makers and other stakeholders in 
the field of pain policy.  

 

Discussions during the 2016 SIP Symposium will be stimulated through working groups focusing 
on the following issues areas:  

1.            Pain as a quality indicator for health care  

2.            Chronic pain: a disease or symptom?  

3.            The relevance of pain in cancer care and rehabilitation  

4.            Pain, rehabilitation and reintegration of workers in the workforce  

 

The conclusions from each working group will be presented and ratified by MEPs at the sympo-
sium plenary on 24 May 2016, and shared with the wider public. The symposium will be co-
hosted by the following Members of the European Parliament: Heinz K. Becker (Austria), Marian 
Harkin (Ireland), Jose Inacio Faria (Portugal), Nicola Caputo (Italy), Pernicola Pedicini (Italy), 
Merja Kyllönen (Finland), Sirpa Pietikainen (Finland), Giovanni La Via (Italy), Jeroen Lenaers 
(The Netherlands), Sabine Verheyen (Germany), Takis Hadjigeorgiou (Cyprus) and Roberta 
Metsola (Malta). 

 

Over 116 organisations have already endorsed SIP 2016. We invite you to take part in making 
change happen for pain policy in Europe – Support SIP 2016 by registering to the symposium, 
endorsing it, and/or sharing information about it with your networks. 

 

 

Register here: http://www.regonline.co.uk/sip-2016  -  For more information visit: https://www.sip
-platform.eu/. 

The scientific framework of the “Societal Impact of Pain” (SIP) platform is under the responsibil-
ity of the European Pain Federation EFIC

®
. Cooperation partners for SIP 2016 are Pain Alliance 

Europe (PAE) and Active Citizenship Network (ACN).The pharmaceutical company Grünenthal 
GmbH is responsible for funding and non-financial support (e.g. logistical support). 

the voice of people with chronic pain  
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PAE’s latest General Assembly took place on the 23rd of February 2016 at the Thon Hotel in 

Brussels, Belgium. 

Many representatives of national associations from European countries attended the General As-

sembly, together with the members of the PAE Board, discussed important aspects relating to the 

finances and governance, the activities performed so far, the upcoming events of PAE, as well as 

highly important projects presented by our guests. 

The topic of the seven plans for 2017 point represents a very important item on the agenda of this 

meeting, as it details the further plans of Pain Alliance Europe and the involvement of its mem-

bers: 

 

PAE’ own projects—under development 

Pain Patients’ Burden Project (PPBP) 

This project is owned by PAE and is currently under development. It would be expected to last 

around 18 months. Leiden University will be the scientific responsible partner. Kantar Health will 

be involved for logistics. A possible sponsor for this project could be IMI (Innovative Medicines 

Initiative), Horizon 2020 or DG Research. 

 

Charity run Boston Scientific and The Red Balloon project  

This project is owned by PAE and sponsored by Boston Scientific. Several actions will be under-

taken in order to properly launch this project. PAE will have to try to ensure that a dedicated web-

site will be fully populated upon its go-live. PAE will ensure to raise awareness and promote this 

event. 

 

PAE’s projects in collaboration with other organizations 

Target project with MAC Clinical Research (MAC) and Janssen  

This is a research project on markers to develop more personalised medication. PAE is a full 

partner in this project and will be responsible for the dissemination of the outcome of the project 

and for the information during the project period.   

 

Horizon 2020 – OPTi-Back project 

The project aims to develop a follow-up program to avoid [the patient’s] relapse after finishing 

initial treatment. PAE would be involved as a full partner with the specific task of disseminating 

the outcome information. The initial target group is people with lower back pain.  

 

 

 

the voice of people with chronic pain  
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SIP symposium 

As cooperating partner with EPF/EFIC and Grünenthal, the event aims to raise awareness for 

the Societal Impact of Pain. A memorandum of understanding, approved by the board, ensured 

that PAE will be a cooperating partner. 

 

Portuguese project (DHLP) – funding application 

This would be an e-learning project in which patients get a low language digital tool designed to 

help them with their self-management.  

 

Maltese project (NPW) 

This is an awareness project aiming to educate healthcare professionals. In this project PAE’s 

task would be to represent the patients and be the patients’ voice, to speak about the patients’ 

rights according to the PPPR project and the European Charter of the Rights of Citizens with 

Chronic Pain Over 65.  

 

Dutch project – Leiden 

This project aims to raise awareness on pain with dementia. PAE will be involved as a cooperat-

ing partner.  

 

Dutch project – Groningen 

PAE is involved as an endorser of this project, which aims to improve education of healthcare 

professionals. PAE acts as cooperating partner.  

 

IMPACT project  

PAE has been asked to be involved in this project. It will last about 60 months. It is a basic re-

search project aiming to identify from a neurological perspective what indicators predict the de-

velopment of chronic pain. The project will involve 17 cooperating partners (which are all univer-

sities across Europe).  

 

 

the voice of people with chronic pain  
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The EIH Health Perspective project on “Promoting Personalized and Patient-Centred 

Healthcare” 

 

April 4 - 5 2016 

 

Mr. Joop van Griensven, the president of 

PAE, participated in a workshop of the EIH 

Health Perspective project on “Promoting 

Personalized and Patient-Centred 

Healthcare” in Ghent (Belgium). This work-

shop was on the development of an on-line 

course which could help primary care physi-

cians to discuss what practical goals chronic 

disease patients could achieve.   The aim 

was to establish a balance between what 

the patient’s needs are and what the medi-

cal needs are.  This would improve the qual-

ity of life of people with chronic conditions. 

This is very interesting approach which requires a change of attitude of the primary care physi-

cians. The topic of diagnosed people with chronic pain as a chronic condition was agreed on. 

This is an important issue which must be addressed with the primary care physicians as the 

main manager. 

Following the workshop, a program for the course will be developed.  This will be scheduled for 

the next meeting sometime in June, in Newcastle (UK).  After that meeting the course will be 

rolled out as a trial in the Netherlands and Belgium. 

 

 

the voice of people with chronic pain  
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NEUROLOGICAL AND CHRONIC PAIN DISORDERS AT 

WORK 

February 24, 2016 from 08.30 – 10.00 

Members’ Salon, European Parliament, Brussels, Belgium 

An initiative of the European Federation of Neurological 

Associations [EFNA] & Pain Alliance Europe [PAE] 

This meeting was hosted by Jeroen Lenaers MEP, who opened the event by saying that those af-

fected by neurological and chronic pain disorders were at a ‘double disadvantage’ in terms of ac-

cess to employment and education. He mentioned how the debilitating symptoms and side-effects 

of treatment can mean that for these patients it can be difficult to find and then remain in employ-

ment. Additionally, those who are successful then need to contend not only with their condition, but 

also the stigma and social biases that it can create. 

He said that even minor adjustments to the working environment can help to combat the issues 

raised above. He drew the audience’s attention to an amendment which he – and his fellow co-

chair Marian Harkin – supported, which was put forward by the Interest Group to the Strategic 

Framework on Health and Safety at Work. This had been incorporated in the final draft: 

It ‘draws the attention of the Commission to the increased number of workers affected by chronic 

illness in the workforce; takes the view that accessible and safe jobs should be available for people 

affected by terminal illnesses, chronic and long-term conditions and disability; urges the Member 

States to focus on retention and integration of people affected by chronic diseases as well as to 

support reasonable adaptation of workplaces, which will ensure a timely return to work; calls on the 

Commission to promote integration and rehabilitation measures for people with disabilities and to 

support Member States’ efforts by raising awareness and identifying and sharing good practices on 

accommodations and adjustments in the workplace; urges Eurofound to further examine and ana-

lyse the employment opportunities and the degree of employability of people with chronic diseases.’ 

The first speaker was Dr. Chiara Scaratti of the Besta Neurological Institute, Italy. She presented 

the results of a survey conducted by the European Federation of Neurological Associations [EFNA], 

which had almost 5000 responses from across Europe, covering a wide spectrum of brain disor-

ders. 

The analysis of these results showed that stigma in the workplace was a common problem encoun-

tered by those living with neurological disorders. It was reported that: 



P A G E  9  

 

 

 

 

NEUROLOGICAL AND CHRONIC PAIN DISORDERS AT 

WORK 

 

 

 Women perceive stigma more than men 

 Young people experience stigma more than older workers 

 The lower the educational level, the higher the stigma 

 Workplace stigma increases after 1 year of illness 

 Workplace stigma is higher for those who experience pain and increases with pain intensity 

She summed up by saying that urgent attention was needed to address levels of stigma at work felt 

by the vulnerable groups mentioned above. She said: ‘Work impacts on social cohesion and on 

people’s quality of life. Thus, first identifying and then caring about workers with neurological disor-

ders could benefit employers, thanks to tailored interventions. A healthier work environment can be 

a facilitator, and not a barrier, in helping to prevent increases in the levels of disability experienced 

by people affected by neurological disorders’. 

The next speaker – Prof. Dr. Michiel Reneman of the University of Groningen – supported the point 

that work can have a therapeutic effect on patients – supporting overall physical and mental wellbe-

ing. He called for the European Institutions to promote vocational rehabilitation [VR], which he de-

scribed as ‘whatever helps people to return to work or stay at work’, and said that VR: 

 Is proven effective and efficient; rehab works! 

 Could be supported by a very good business case. 

 Should be made available, alongside modified work where required, for all EU citizens with 

health related work participation challenges. 

 Public education was needed to promote this concept. 

 New technology should be used to assist healthy aging at work. 
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WORK 

 

 

In conclusion, he made a plea for health and employment departments at local, regional, national 

and European level to work together – rather that in silos. 

The next two presentations were real-life experiences from the employer and employee focussing 

on the benefits and challenges of people affected by neurological disorders participating in the 

workforce. 

Karin Hellsvik presented a case-study from Biogen Italy who had hired a person affected by multi-

ple sclerosis [MS] as part of an internship programme – Believe and Achieve – coordinated by the 

European MS Platform. She said their biggest learning was that internal HR policies can inadvert-

ently lead to a person being ‘labelled’, and over-compensating for stigma can actually exacerbate 

the problem. She said it was important for the employer and employee to work together in creating 

a ‘safe and comfortable’ environment. 

Jane Whelan, a person affected by severe migraine, spoke about the impact that her disorder had 

on her career progression but outlined minor workplace modifications e.g. flexible working hours, 

regular breaks, extra time for travel, etc. which helped to ensure she could better prevent attacks 

and manage them when they occurred (as outlined in the amendment above). However, she said 

that disclosure to her boss and colleagues was necessary to ensure these adjustments were put in 

place and that the ‘invisible’ nature of the condition often led to scepticism, even amongst those 

who were aware of her diagnosis. 
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The final presentation was from Matthijs Groenveld, attaché to the Dutch EU Presidency. He said 

that employment issues were at the heart of the European political agenda, and emphasised that a 

socially inclusive labour market was needed if we are to have a pan-European, job-rich economic 

recovery. He said that the employment guidelines as part of the European Semester process could 

be the vehicle through which the issues raised during the meeting could be pursued. However, he 

said there were also many other pieces of EU legislation which would be drawn upon to ensure 

access to employment and education for those affected by neurological disorders and chronic pain 

conditions. The Dutch Presidency is currently awaiting a review of 24 Directives on Occupational 

Health and Safety, which will be accompanied by proposals on how this legislation can be consoli-

dated and improved. He advised the Interest Group to follow the outcomes closely and to contrib-

ute if appropriate. 

Marian Harkin, MEP co-chair, then presented a draft Written Declaration produced by the Interest 

Group which she said she hoped would be passed. If so, this would give patients/patient organisa-

tions across Europe another tool with which to advocate for their employment/educational rights at 

a national level. She said that this would be tweaked further based on the feedback from the meet-

ing and encouraged those present to contact their national MEPs, once approved/opened, to ask 

them to sign. Donna Walsh, EFNA Executive Director, said that attendees would be sent some 

templates to allow them to reach out effectively and confirmed that if the Declaration was passed, 

the Interest Group would work on a toolkit to enable its implementation. 

The meeting finished with a discussion – the result of which was used to reshape the Written Dec-

laration. For more information on the Written Declaration and further events, please visit  http://

www.brainmindpain.eu/neurological-and-chronic-pain-disorders-at-work-meeting-report/ 
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Chronic Pain – working for a better representation in 

ICD-11 
 

Chronic pain is a major source of suffering; at any one time, it affects an estimated 20% of peo-
ple worldwide and accounts for 15-20% of physician visits. Chronic pain is often accompanied 
by distress and demoralisation; it interferes with daily functioning. Yet, in the current classifica-
tion system, the International Classification of Diseases (ICD), chronic pain diagnoses are not 
represented as a condition.  

 

In 2013, the International Association for the Study of Pain created the Working Group on the 

Classification of Chronic Pain to create a new and pragmatic classification of chronic pain for 

inclusion in the next (eleventh) revision of the ICD (ICD-11). The Working Group is co-chaired by 

IASP President Rolf-Detlef Treede and Winfried Rief, a professor of clinical psychology and psy-

chotherapy at the University of Marburg in Germany, and consists of more than 20 experts who 

work in teams of two on the major areas of pain. The Working Group works closely with the 

World Health Organization to improve the representation of chronic pain conditions in the next 

version of ICD, the standard diagnostic tool for clinical purposes, epidemiology and health man-

agement.  

 

Currently, the lack of adequate coding of chronic pain conditions in existing editions of ICD has 

hindered the adequate financing of treatments for chronic pain patients in health-care systems 

worldwide and limited access to multimodal care. In the area of research, it has made the acqui-

sition of accurate epidemiological data difficult and has impeded the transfer of improved under-

standing of the mechanisms of chronic pain to large-scale treatment programs.  

 

The IASP Working Group aims to develop a classification system that is not only useful in set-

tings specialized in pain treatment, but is applicable in a wide range of contexts, including prima-

ry care as well as low-resource environments. The aim is to bring about an improved classifica-

tion of the conditions and a better diagnostic coding. This will further the recognition of chronic 

pain as a health problem in its own right. It directly translates IASP’s commitment to advocacy 

for people suffering from pain into the area of international classification. This new classification 

system will contribute to improved access to adequate pain treatment for persons with chronic 

pain worldwide.  
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Chronic Pain – working for a better representation in 

ICD-11 
 

 

For the purpose of the classification, chronic pain is defined as pain that persists or recurs for 

more than three months. In the categories collected under this heading, pain is either the sole or 

a leading complaint of the patient and requires special treatment and care. Several improve-

ments can be expected: chronic pain as a condition that requires special consideration and 

treatments will be much better expressed than ever before in ICD-11, and chronic pain condi-

tions that were neglected in previous ICD versions now will be represented (for example, chronic 

cancer pain and chronic neuropathic pain).The general approach the Working Group developed 

was outlined in a topical review, which is now available in PAIN.  

 

The Working Group is in regular contact with WHO representatives in charge of the ICD-11 revi-

sion process, and the proposed diagnostic categories have been submitted to the ICD-11 beta 

browser. To view the proposals, you will have to register with the ICD-11 beta browser (free), as 

proposals and comments can only be accessed by registered users; once registered, you can 

search for the name of the diagnosis and see all proposals attached to it.  

 

In order to improve the classification, we very much welcome all comments on the topical review 

and indeed on the individual content models.  

 

 

 

--Antonia Barke (Marburg University) coordinates the IASP Working Group on the Classification 

of Chronic Pain. 

 

 

 

the voice of people with chronic pain  
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Civic Prize on Chronic Pain:  tell us about your way of working with chronic pain and win! 

 
Active Citizenship Network is launching the project ”EU Civic Prize on Chronic Pain - Collecting 
good practices”. in which Pain Alliance Europe is one the partners. The aim is to provide evi-
dence of existing good practices in  European countries in terms of struggle against pain. It is an 
opportunity for demonstrating what this community can offer in terms of experiences which are 
useful in raising awareness about the condition, enhancing the body of knowledge of positive 
cases and success, and strengthening commitment to this topic. Join the competition by complet-
ing this brief on-line form. The jury, composed of international experts in chronic pain (from uni-
versities, healthcare professionals and providers’ organizations, civic and patients’ associations 
including Pain Alliance Europe) will choose the winners, will be given an expenses-paid visit to 
another winner and publication in English in a suitable journal. Read this brief guide before to fill 
in the Form and participate!  

 

April 6th Brussels (Belgium): Pain therapy and the degree of the patient’s pain in the age 

of Cross-Border Healthcare 

 
The event aims to underline how protection of patients seeking care abroad is also related to an 
effective implementation of those aspects of the Directive that may be seen of little importance, 
such as, for example, the reference to pain intensity. Pain intensity is not a secondary issue at 
all; it can facilitate the building of a European network of specialised centres or centres of excel-
lence on pain therapy, which may host patients from other countries, in accordance with the 
hopes revealed during the Italian Presidency of the Council of the European Union, in the second 
half of 2014. 

The meeting will be hosted at the EU Parliament by the MEP Patrizia TOIA (Italy), one of the 
supporter of the EU Parliamentary Interest Group "European Patients' Rights & Cross-Border 
Healthcare". 

With this initiative, we intend to open a debate on the topic, based on case histories, experienc-
es, good practices and issues faced in the EU member states. It will be realized with the financial 
and non-financial support of Grünenthal. Read more. Contact us at brus-
sel@activecitizenship.net to participate. 

http://www.activecitizenship.net/patients-rights/projects/204-european-civic-prize-on-chronic-pain-collecting-good-practices.html
http://www.activecitizenship.net/patients-rights/projects/204-european-civic-prize-on-chronic-pain-collecting-good-practices.html
http://www.activecitizenship.net/bp/2016/form/new.php
http://www.activecitizenship.net/files/patients_rights/gp-2016/To-fill-in-the-Good-Practices-Database.pdf
http://www.activecitizenship.net/bp/2016/form/new.php
http://www.interestgroup.activecitizenship.net/112-6th-april-2016-pain-therapy-and-the-degree-of-patient-s-pain-in-the-age-of-cross-border-healthcare.html
mailto:brussel@activecitizenship.net
mailto:brussel@activecitizenship.net
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May 5-8 Island of Menorca (Spain): Sine Dolore World Park 

Pain Meeting is a multidisciplinary international event that year by year gives professionals in the 
field of pain treatment the opportunity to meet new treatments and advances in the field. 

Doctors and specialists from around the world will take part in the presentations and panel dis-
cussions of this forum, where latest techniques and innovative experiences in the treatment of 
pain will be presented. Pain is a condition that affects 20% of the population, according to the 
World Health Organization (WHO). In recent decades, the progressive aging of the population 
has become a challenge for medical institutions, since it requires the development of new thera-
pies for the treatment of painful conditions such as arthritis, back pain, cervical pain, headache, 
neuralgia and painful scars. 

The director of Active Citizenship Network will participate as panellist. Read more  

May 23-24 Brussels (Belgium): “Societal Impact of Pain” (SIP) 2016 “Time for action” 
 
The 6th event of the Societal Impact of Pain (SIP) will address anyone involved in pain policy e.g. 
healthcare professionals, politicians, representatives of pain advocacy groups, insurances com-
panies, health authorities, regulators and budget holders. There are four topics for discussion: 1. 
Pain as a quality indicator for health care; 2. Chronic Pain: a disease or multi-morbidity?; 3. The 
relevance of pain in cancer care and rehabilitation; 4. Pain, rehabilitation and reintegration of 
workers in the work force. The scientific framework of the SIP platform is under the responsibility 
of the European Pain Federation EFIC. Cooperation partners for SIP 2016 are Pain Alliance Eu-
rope and Active Citizenship Network. The pharmaceutical company Grünenthal GmbH is respon-
sible for funding and nonfinancial support (e.g. logistical support). You can find more information 
under Events / SIP 2016. Please register by using this link. After receipt of application for regis-
tration you will be notified on the status of your registration. For further information please visit 
the SIP website. 
 
Active Citizenship Network involved in two EU Committees dealing with pain 
 
On September 2015, the European Pain Federation (EFIC) invited for the first time civic and pa-
tients organizations dealing with chronic pain and the respect of patients' rights against unneces-
sary and useless pain was included in its permanent Patient Liaison Committee. The same stra-
tegic decision was also taken last December 2015 by the “Societal Impact of Pain” (SIP), which 
has officially included in its Steering Committee the citizens and patients’ points of views. The 
President of Pain Alliance Europe and the Director of Active Citizenship Network were both glad 
to join these Committees. 

http://painmeeting.org/
https://www.regonline.co.uk/Register/Checkin.aspx?EventID=1802635
https://www.sip-platform.eu/
http://www.efic.org/
https://www.sip-platform.eu/
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Pain Therapy & Palliative Care: Cittadinanzattiva in the technical committee of the Italian 
Ministry of Health 
 
In Italy there is still much work to do regarding pain treatment, considering that 16% of patients 
who complain about pain are not believed or have to see their problem dismissed. 
For this reason, there is a section of the Technical Committee on Health of the Ministry of Health 
devoted to this matter, that is an organization bringing together 204 experts for advice and sup-
port in policies covering different areas of health and science. One section in particular will focus 
on palliative care and pain management and the member who will represent the citizens' associ-
ations is the national coordinator of the Tribunal for Patients' Rights of Cittadinanzattiva. Read 
more (IT language) 
 
 
The Director of Active Citizenship Network re-elected to the Board of Pain Alliance Europe 
 
Mariano Votta, the Director of Active Citizenship Network, has been unanimously reelected in the 
Board Member of PAE-Pain Alliance Europe during the General Assembly of PAE celebrated last 
February 23rd in Brussels. At the same time, Maria Soledad Garcia Penalta, from Spain, was 
also re-elected. To find out more, click here  

http://www.quotidianosanita.it/governo-e-parlamento/articolo.php?articolo_id=30335
http://www.quotidianosanita.it/governo-e-parlamento/articolo.php?articolo_id=30335
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The EAI recently held their annual Endometriosis Information Day in Dublin. March is Interna-
tional Endometriosis Awareness month and we join in with other endometriosis organisations, 
support groups and individuals all around the world in activities and events. Our information day 
is about giving people access to accurate information, the latest research and also, importantly, 
the tools for learning to live well with what can be such a painful and debilitating condition. The 
speakers reflect the holistic aspect of this approach, ranging from the medical, to the psycho-
sexual, physiological, nutritional and encompassing the patient experience. Because endometri-
osis effects every aspect of one's life, our aim is to reach out not just to the endometriosis suf-
ferer but also to all those effected by it, so the day is also relevant to partners, family and all 
those in the support circle. 

Complementing the theme of the day, we also had exhibitors showing a range of products and 
services. Many people attending took advantage of special Reiki and Amatsu therapies which 
were being provided free in exchange for a donation to the EAI!  

 

Left: Laura Kearnes, a member of the EAI board 
speaking at the Endometriosis Information Day 

 

 

 

Right: Dr. Katie Field, a gynaecologist and en-
dometriosis researcher, speaking at the Endo-
metriosis Information Day  

 

 

 

Tying in with International Endometriosis Awareness month is a major push to see if we can get 
media outlets interested in running stories, so arranging interviews with local radio stations and 
appropriate websites is a substantial piece of work. Ensuring that the information they give out 
is also accurate and does not perpetrate damaging myths is also a colossal task! (See http://
www.her.ie/life/floored-by-the-pain-living-with-endometriosis/282117) 

 

http://www.her.ie/life/floored-by-the-pain-living-with-endometriosis/282117
http://www.her.ie/life/floored-by-the-pain-living-with-endometriosis/282117
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A documentary about endometriosis "Endo What" has recently been completed. "Endo- 
what??? You've got what?" is a very common response, and very familiar to everyone with en-
dometriosis, to people hearing the word for the first time. We want to change that! The EAI are 
proud that we were able to support the making of this film. The film has premiered recently in 
London, Glasgow and New York, and the EAI are organising its Irish launch. We will also have 
educational licences and feel that this film will be a huge help in reaching out to a wider audi-
ence. You can see a trailer for the film at this link here. 

 

 

 

 

 
 
 
 
 
 
 
 
 

 
 
The association is also involved, along with the Pelvic Pain Support Network and the World En-
dometriosis Society, in the James Lind Alliance Priority Setting Partnership, looking at areas of 
endometriosis research. A survey aimed at women with endometriosis has just been launched, 
as it is vital for the patient experience to feed back into setting research priorities. http://
www.nets.nihr.ac.uk/identifying-research/james-lind-alliance 

 

It has been a specially busy time for the EAI, not just because of these events, but also because 
of the ever greater numbers of women who are connecting with us for support and information. 
We are a very small organisation, supported by memberships and small ad hoc grants, with no 
staff and a board of volunteers! 

https://www.indiegogo.com/projects/endo-what--3#/
http://www.nets.nihr.ac.uk/identifying-research/james-lind-alliance
http://www.nets.nihr.ac.uk/identifying-research/james-lind-alliance
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The Annual General Meeting for Physicians 2015 

 

In December 2015 we attended the Annual General Meeting for Physicians, as we do every year. 

This is always a good opportunity for us to increase the awareness of fibromyalgia among physicians, 

especially general practitioners. This year we also used this summit to market our pamphlet “Describe 

Your pain”. Many doctors were interested, and though that the pamphlet would be very useful in their 

work with pain patients.   

 

Signed Fibromyalgia Petition delivered to the Swedish Health Minister 

 

During the Annual Meeting for Physicians a major event took place for us. In November our associa-

tion launched a petition – “Time to Focus on Fibromyalgi Care”. The petition was available online for 

three weeks, and open for signatures. It contained the following four demands: 

 

 Adequate training / education on fibromyalgia for all healthcare professionals 

 A wider range of treatments, and medicines to be covered by the high-cost protection. 

 More pain clinics for diagnosis and treatment of fibromyalgia. 

 Continuous follow-up of fibromyalgia patients. 

 

A total of 3,241 people signed the petition, and during the Annual Meeting for Physicians, we were 

able to meet in person with the Swedish health Minister, Gabriel Wikström, and hand over the petition 

with all the signatures. We also got a few minutes to talk to him, and inform him more in depth regard-

ing our association’s demands on fibromyalgia care.  
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Nordic Meeting 2016 

 

Our association has attended the annual Nordic meeting for fibromyalgia associations, which this 

year was held in Copenhagen, Denmark. Participants, apart from us, were the associations from Nor-

way, and Denmark. As always the meeting was very good, and interesting. All associations described 

the development in their countries since the last time we met, and also exchanged experiences and 

ideas for the future. We agreed to make a joint press release for the 12
th
 of May, the International Fi-

bromyalgia Awareness Day, which will be sent out to the media in Sweden, Norway, and Denmark.  

 

Motion for Less Pain 

 

We have chosen “Motion for Less Pain” as a theme for 2016. This will be noticed through the follow-

ing: 

 A major activity challenge aimed at all our members. 

 The lecture “Motion for Less Pain” on the 12
th
 of May, International Fibromyalgia Awareness 

Day. 

 Articles on training and movement therapies in our member’s magazine. 

 

Recruitment Campaign 

To make our voice stronger as a patient association we need to grow, get more members. For this 

purpose, we are just about to launch a recruitment campaign, which we hope will give good results. 
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We are proud to announce a joint venture has been agreed between personal trainer Adam 

Foster of First Call Fitness, and FMAUK to produce a fitness DVD that will be aimed at peo-

ple with fibromyalgia.  This fitness DVD is near the end of its production and we will let you 

know when it becomes available with pre-orders available from here:http://

www.thefibroguy.com/shop/pre-order-the-invisible-monster/. It will feature people with 

fibromyalgia and positive techniques that have been used by members of a support group. 

There will also be a documentary DVD focusing on fibromyalgia. 

 

Graded activity or exercise has been shown to be beneficial to people with fibromyalgia but 

often the existing fitness exercises provided by others are at too high an activity rate or go on 

for too long a time so that people with fibromyalgia often feel worse rather than better. A tai-

lored program of activities that has been developed with fibromyalgia in mind is something 

that FMA UK has been keen to see developed for some time. 

 

While it is still early in the project we are confident that the end product will meet a need and 

help people with fibromyalgia to keep their activity levels up. Adam Foster has a good plan of 

how he will engage with people with fibromyalgia and record the positive results that he has 

already seen. 

 

FMA UK has provided the investment to allow this project to come to fruition and we are 

hopeful that it will be successful both as a commercial venture but more importantly as an 

additional tool for people suffering from fibromyalgia to make positive changes in their quality 

of life. 
 

Article on FMA UK website  

http://www.fmauk.org/latest-news-mainmenu-2/articles-1/1028-announcement-for-fma-uk-

fitness-dvd-with-adam-foster 

 

 

http://www.thefibroguy.com/shop/pre-order-the-invisible-monster/
http://www.thefibroguy.com/shop/pre-order-the-invisible-monster/
http://www.thefibroguy.com/shop/pre-order-the-invisible-monster/
http://www.fmauk.org/latest-news-mainmenu-2/articles-1/1028-announcement-for-fma-uk-fitness-dvd-with-adam-foster
http://www.fmauk.org/latest-news-mainmenu-2/articles-1/1028-announcement-for-fma-uk-fitness-dvd-with-adam-foster
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On May 28 the Dutch association F.E.S. ( Fibromyalgie En Samenleving, Fibromyalgia and 
Society) will celebratie their 30 anniversery. Hartly the couple  of lady’s up in the north of the 
Netherlands could asume that 30 years later the association they startend was grown to  an 
association with great  contacts  in the medical society, patients world and a very interesting 
magazine which appears every two months. A wel  developed digital society and website, 
twitter and Facebook account. With over 100 volunteers active and  almost 8000 members.  

 

The celebrations will take place May 28 at conferention centrum Reehorts, Ede and the 
speakers are prof. dr. Rinie Geenen, Frits Winter authoring of the book “De Pijn de Baas”. 
More speakers are coming from the association own  medical  advisory  board and their legal 
advisory  board. Their will be a patiënt information market where sponsors will present their 
selves and the members can see on what fields the association is active. 

 

Interested people may go to the website of the F.E.S. Where they can register and  find all 
additionel information. www.fesinfo.nl  

 

 

http://www.fesinfo.nl
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NOVEMBER 2015 WORKSHOP OCCUPATIONAL THERAPY 

On November 18th, the Department of occupational therapy of the Gali-

cian Rheumatological League organized the WORKSHOP OF OCCU-

PATIONAL THERAPY, with the aim of raising awareness of the ne-

cessity of this service in both the health services and the affected peo-

ple. It was realized together with the University Of Health Sciences of A 

Coruña.  

 
NOVEMBER: CONFERENCE ABOUT HEALTHY DIET 

On November 20th, the Galician Rheumatological League organized a 

conference about “Healthy Diet and Rheumatological Illnesses”. The lec-

ture was given by Dr. Teresa Martínez Ramonde, Head of Endocrinology 

of the University Hospital.     

 

 
DECEMBER LIGAFLASH “Beyond a glance” 

The exhibition of photographs of the Galician Rheumatological 

League (thanks to the voluntary collaboration of 12 professional 

photographs) aiming to give visibility to persons affected by rheu-

matic and musculoskeletal ailments, is having plenty of success 

in several cities across Spain.  

 
 

DECEMBER CHARITY GALA 

Delegations of the Galician Rheumatological League orga-
nized a Fundraising Charity Gala for social health projects - 
with the aim of raising conscience in the general population 
about rheumatic and musculoskeletal ailments.  

                                              Tacho González, a famous TV person, presenting the Gala in Vilagarcía.( PONTEVEDRA) 

 

CAMPAIGNS OF PREVENTION AND INFORMATION 

In recent months, the Galician Rheumatological League has 
been visiting the whole territory of the Galician Autonomic 
Community with the campaign of information and prevention of 
rheumatic and musculoskeletal ailments. This was made possi-
ble thanks to the voluntary collaboration of the most famous 
Galician rheumatologists who participate in the team of lectu-
rers of this campaign. The Autonomic Health Ministry has sup-
ported this campaign as being "of social health interest". 



P A G E  2 4  

 

 

 

 

 

SUMMARY OF INTERVIEW IN NEWSPAPER SOLD IN GALICIA (JANUARY 2016) 

Chronic Pain has been affecting Ana Vázquez – president of the Galician Rheumatological 
League during her whole life. At the age of 7 she was diagnosed with the Illness of Still, a se-
vere form of Idiopathic Juvenile Arthritis; a silent and invisible adversary that attacks her joints. 
Nevertheless, her enormous willpower has allowed her take charge of the Galician Rheumato-
logical League, work and develop many activities. "You learn to defend yourself,"  she 
says in her own optimistic way. 
 
Like Ana, thousands of Galicians suffer chronic pain, a permanent suffering with many causes 
and hard to treat, which—sometimes—disables them at work and on a social level.  
 
A survey “Pain in Europe”, conducted by the European Federation of Chapters of the Interna-
tional Association for the Study of Pain (EFIC), which involved about 6.000 patients from 16 Eu-
ropean countries show the magnitude of the problem. 
 
The survey shows that chronic pain affects 16% of the adult Spanish population and is more 
frequent amongst women (52%), than amongst men (48%). The study also shows that the aver-
age age is 51 years, and that they have been suffering for seven years. About 83% of the affect-
ed are being treated in General Practice, 15% in specialized attention and hardly 2% reaches 
Pain Units. 
 
"The first numbers can be extrapolated to Galicia, though in our Community the % of affected 
might reach as high as 19%, as the Galician population is one of the oldest populations in 
Spain", affirms doctor Aurora de la Iglesia, one of the doctors in charge of the Pain Unit of the 
University Hospital of A Coruña (Chuac) and president of the Galician Society of Pain and 
Palliative Care. 
 
Most people with chronic pain have to wait an average of 5 years to receive adequate treatment, 
reveals the EFIC survey. The President of the Galician Rheumatological League highlights 
"When we talk about chronic pain, we create awareness, make visible the invisible, and help the 
people in their struggle against this invisibility. 
 
Specialists and affected people agree, nevertheless, that the perception of the problem of chron-
ic pain has ameliorated these last years, as now the WHO (World Health Organization) consid-
ers it as an illness. More and more private and public hospitals have specialized units. Our Uni-
versity Hospital Unit has been in existence for more than 20 years and consists of a group of 
anesthesiologists who, at present, offer daily consultations and do surgery "once or twice a 
week" on patients suffering from this disorder to "improve their quality of life." "Many arrive de-
pressed and, if we find the right treatment, improve a lot. Our challenge is to allow the patients 
to lead a fairly normal life," says Doctor Aurora de la Iglesia. 
 
"We receive patients with chronic pain, referred from General Practice or from Services as Or-
thopedics, Rheumatology, Neurosurgery and Rehabilitation, amongst others". We can offer 
pharmacological treatment, but also other type of therapies, as "techniques of radiofrequency or 
infiltration guided by echography”. 
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SUMMARY OF INTERVIEW IN NEWSPAPER SOLD IN GALICIA (JANUARY 2016)  

- continuation 

"In small Units like ours, normally there are only anesthesiologists, but we work in coordination 
with the hospital services that refer the patients. She highlights that big units, normally have also 
other specialists, such as neurosurgeons, orthopedic surgeons, rehabilitation specialists, physio-
therapists, oncologists, psychologists and even psychiatrists. 
 
Doctor De la Iglesia affirms that the profile of the patient with chronic pain varies depending on 
its origin, though she recognizes they see more and more people of a lower age. "Chronic pain 
is no longer a problem of older people. We see several cases of young people with complex re-
gional pain syndrome, herniated discs and chronic pain as a result of multiple injuries from acci-
dents ".  
 
The same reality is seen by the Galician Rheumatological League. When this organization start-
ed, 20 years ago, the majority of the members were older people. "Nowadays there are the el-
derly, but also youngsters and families with children", says Ana Vázquez, highlighting that the 
most important therapies asked for patients are " maintenance therapy ", such as are physio-
therapy or occupational therapy, so these "should be paid for by the Health Care System". She 
also indicates the need of "better coordination" between the professionals of the Pain Units and 
the other Health Professionals implicated in the treatment of this ailment.  
 
Vazquez claims, in particular, the role of occupational therapists, as "training patients suffering 
chronic pain is essential to improve their quality of life. Their work is essential for the prevention 
of joint damage, indicating to patients with chronic pain, for example, what type of prosthesis 
they have to use. They also advise them and help them adapting their lifestyle. In short, they 
educate them in prevention”. 
 
Doctor De la Iglesia emphasizes the training of primary care physicians, so that they can detect 
chronic pain in a more timely manner and prevent it from evolving, becoming more complicated 
and affecting the patient more. "The collaboration between Primary Care professionals and spe-
cialists in pain treatment is essential. Ideally, the first approach, the drug, should be done by 
Primary Care, and patients who needed more complex techniques are referred to pain units 
"she says. 
 
At last, but not least, the president of the Galician Rheumatological League – an organization 
that allied a year ago with Spanish Network for Defense of FM, CFS, MCS (Red Española para 
la Defensa de Fibromialgia, Síndrome de Fatiga Crónica y SQM) in order to "get heard in Eu-
rope" - remembers the financial cost, and moreover the social cost, caused by chronic pain. "It 
creates an important physical dependence, but also a mental one". 
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The grounding principle of Isal Foundation is the promotion of the concept of pain perceived as a 

disease, a disease that can be treated and cured. ISAL is characterized by a supportive and 

operating network, composed of 16 regional ISAL headquarters, more than 100 operative entities 

involved in the organization of events and concrete actions aiming to raise awareness in the field of 

pain, the network of patients’ association, first of all VitaINdolore, the chronic pain patients’ 

association established and created by ISAL. 

 

The social activity carried out by ISAL consists of several actions: 

 

– To recognize chronic pain as a disease that can be prevented and treated. 

– To support the national application of law 38 (the right that guarantees the access to pain treatment 

centres and palliative care). 

– To solicit and stimulate the media to contribute to the struggle against pain. 

– To encourage and support healthcare initiatives to prevent and manage chronicity in order to meet 

the needs of people with chronic pain. 

– To promote the certification of disability for people living with chronic pain. 

– To raise awareness and to inform the population on the prevention and the treatment of pain. 

– To fundraise in order to support the research on chronic pain. 
 
In order to carry out such actions, each year since 2011, ISAL has organized the Worldwide Day 
Hundred Cities Against Pain. The Day has received the high patronage of the President of the Italian 
Republic, the Patronage of the Presidency of the Italian Ministers’ Council, and the patronage of the 
Italian Conference State Region. In addition, the logo of the Italian Semester was among the symbols 
that the Foundation has exhibited on its instruments. 
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Thanks to 100 Cities Against Pain, ISAL Foundation is present in cities’ main streets and squares, 

goes to Italian hospitals to talk about pain, to raise awareness, to make pain more visible as a real 

and dramatic presence and to let people know that this disease can be cured and must be cured. 

 

The number of local entities involved in Worldwide Day has visibly increased over the years. The 

2016 edition, scheduled on Saturday, October 1st, will involve more than 100 Italian and foreign 

cities, and more than 90 Italian hospitals. Like every year, a press conference will be held the week 

before the 1st of October at the Senate Library in Rome, a key meeting that is annually attended by 

Italian political personalities, guests from Italy and abroad and representatives of the patients’ 

associations. During the same week, the information campaign on chronic pain will be organized in 

the hospitals involved in the Day. 

 

Individuals, patients, doctors, associations, and other organizations can join the celebration of the 

Worldwide Day in different ways: by organizing their own events in cities or hospitals and/or by 

supporting the initiative website and social networks. 

 

100 Cities Against Pain is also supported by the Web campaign #zeropain, a campaign that brings 

together people from all-over the world and who will share their selfies and comments to say “No!” to 

chronic pain during the International Day. 
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Every person and every organisation can contribute to the World Day Against Pain, by joining the 

online campaign #zeropain. 

 

The steps are very easy: 

 

1) Take a picture of yourself holding a paper with the writing ˝I’m against Pain˝ 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 #zeropain16 

 

Contact and information: Chiara Moretti  

Tel.: 00393451426469 

Mail : international@fondazioneisal.it 

Website: www.fondazioneisal.it 
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In the UK parliament, the All Party Parliamentary 
Group on Health is featuring chronic pain at its May 
meeting on the topic of ‘health and employment’ and 
again in July under the heading ‘long term conditions’ 
when it will be one of the three case histories present-
ed.  These will be large, prestigious events in the 
House of Lords attended by MPs, members of the 
House of Lords and relevant civil servants.  The meet-
ings will raise awareness of chronic pain amongst de-
cision makers and people in charge of budgets. 

 

A poll sent by the Chronic Pain Policy Coalition (CPPC) to every MP in the UK (over 600) 
and all the civil servants responsible for commissioning pain services resulted in a very good 
response.  This gives the CPPC a good core of people who could make a change in services 
becoming aware of and interested in the treatment of chronic pain. 

 

A new, very comprehensive, monthly round-up of pain news is being sent out by the CPPC. 
Have a look at February’s issue. 

 

New projects around the UK include: 

 

 A campaign led by Nick Clegg (ex deputy Prime Minster) and Lady Susan Masham, a 
member of the House of Lords, has been started to legalise the use of cannabinoids 
for the treatment of chronic pain conditions.   

 In the west of England, family doctors will be paid a £60 (90 euros) bonus for every 
patient they identify who has chronic pain. 

 A campaign to ensure that patients being admitted to nursing (care) homes are always 
assessed for pain. 

 A campaign to get two questions about pain included in the health review that all pa-
tients 40-74 years old are entitled to have done every five years. 

 A new resource to empower patients who need to use opioids.  The Faculty of Pain 
Medicine has produced Opiods Aware .  The website has received 10 thousand hits 
since 18th November. 

http://us11.campaign-archive2.com/?u=2ddbb0c019a71df1f6c037b13&id=3717e23bb3&e=feb3417d63
http://www.rcoa.ac.uk/faculty-of-pain-medicine/opioids-aware
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TNA UK members participate in research projects 
 

We are pleased to report that over the past few months, our members 
have been involved in three important research programmes via Prof 
Zakrzewska and Jillie Abbott.  

 

As part of the international initiative of the Research Foundation, eight 
global centres have collected 500 DNA samples for analysis in the hope of 
finding the genes that predispose to Trigeminal Neuralgia (TN). Fifty of 
these samples were supplied by Prof Joanna Zakrzewska's patients at 
UCLH and sent to the States for analysis.  The genetic sequencing will 

now be doubled to 1,000 samples, though no more will be collected in the UK.  To read more about 
this and the other valuable work being undertaken by the Research Foundation, visit their website: 

www.facingfacialpain.org 

 

The second project, sponsored by Biogen, is connected with the development of a new neuropathic 
pain medication for the treatment of TN. Patients here and in the States have been helping to im-
prove a pain questionnaire to assist with Phase III of the drug trials that are due to start this year. 

 

Developers of the Peripersonal Space Study approached the Association, via Prof Zakrzewska, 
with a request for volunteers to participate in this current project to test  whether the blink reflex is 
affected in people experiencing chronic pain. The Association was only too happy to oblige, con-
tacting suitable members (those with classic TN) within a reasonable travelling distance of London.  
In the first assessment, participants had a brief electrical stimulus applied to their wrists while being 
monitored. The researchers were grateful to those TNA UK members who were able to take part in 
these tests. 

 

Jillie Abbott is collecting information about any TN sufferers who have a family member with TN.  It 
is hoped that the information obtained will one day be of use to those studying familial TN links, and 
all the information being collected may one day be of benefit to others, including the newly diag-
nosed. 
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For PAE, quality of life for a chronic pain patient means giving the patient the right to 

choose the best possible solutions and support to live his life according to his pos-

sibilities and wishes.  The strategic objectives of the organisations are to promote 

awareness for chronic pain, to promote a European policy on chronic pain and to 

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

the voice of people with chronic pain  

 The next Brain, Mind and Pain event will focus on the Patient involvement in re-

search and will take place on the 22nd of June 2016 

 

 The SIP Symposium "Societal Impact of Pain" 2016 will take place on the  23rd 

and 24th May 2016 in Brussels. To register, please click here: http://

www.regonline.co.uk/sip-2016  

 

 

http://www.regonline.co.uk/sip-2016
http://www.regonline.co.uk/sip-2016

